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Abstract

The Covid pandemic affected racial/ethnic minorities and underserved communities
disproportionately, highlighting the pervasive structural inequities within the United States. The
NIH Community Engagement Alliance (CEAL) reflects the partnership of 21 academic institutions
and community-based organizations to combat mistrust and disseminate community-engaged best
practices to ensure representation of communities of color in health research focused on Covid
prevention and treatment.

The Community Engagement Alliance Against Covid-19 Disparities Consultative
Resource (CEACR) is a consulting system to aid in the timely delivery of best practices by
providing tailored recommendations to NIH-funded research teams. This essay is a process
evaluation that examines each step of the CEACR consultation process. The CEACR Senior
Project Coordinator reviewed the number and type of consultation requests, client surveys, and
other data. This essay describes the barriers and facilitators to programmatic activities' fidelity,
dose, and reach and captures iterations to the consultation process to date.

CEACR was expected to create an asset map of CEAL resources to support consultation
services, develop tools to facilitate consultations, average three consultations per month, and

measure satisfaction with services and the utility of recommendations.



CEACR created a CEAL Asset Map totaling over 1,000 resources like community-based
partners and organizations working with each CEAL site’s academic/research institution. CEACR
created a roster of 152 experts. In launch, CEACR facilitated 39 service requests and completed
33, meeting its objective of averaging 3 consults per month. CEACR hosted 15 expert panel
sessions guided by 56 subject matter experts. The recommendations delivered to six national
Covid research teams represented academic and community-based expertise. Consultation tools
created included three REDCap forms to facilitate the consultation process and four REDCap
surveys for evaluation; surveys were sent to six of 17 consultees and five completed surveys were
received. The 30-, 90- and 180-day surveys were administered to fewer consultees.

Client feedback suffered due to inconsistent evaluation activities. Improved evaluative
efforts should include an internal activity log, dedicated evaluation staff, and continuous quality
improvement (CQI) to detect problems mid-course. An invigorated evaluation will aid in

CEACR’s goal to improve the inclusion of ethnic and racial minority individuals in research.
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1.0 Introduction

Black, Native American, and Hispanic people often referred to as BIPOC, experience a
myriad of social and economic inequities that increase their risk of disease (1). At the height of the
Covid pandemic, engagement of these racial and ethnic minority groups in clinical trials was
deemed critical to diversify representation (1). Data suggests that ethnic/racial minoritized groups
are not represented in early Covid vaccine trials (1), and many structural interventions were put in
place to increase diverse participation in all Covid research.

The Covid pandemic exacerbated existing health disparities amongst ethnic/racial minority
groups and underserved communities. BIPOC individuals experience a host of stressors across the
socioecological framework while discrimination decreases their quality of life. The pandemic’s
effect on minority groups was evident with a higher rate of sickness and death observed in Black,
American Indian, and Hispanic/Latino populations compared to those who identify as White (3).
The involvement of BIPOC communities in research is essential for capturing generalizable data
and improving trust in the research outcomes and eventual acceptance of treatments and
interventions developed from the research (2).

Community-based participatory research (CBPR) is a research approach that brings
community members into each step of the process (10). Its design addresses health disparities and
improves health outcomes in marginalized communities. Community engagement in research
spans a range of activities including outreach to shared leadership and beyond (3). Effective
community-engaged research requires skill and adequate resources. Community involvement in

each step of the scientific process enhances the effectiveness of the intervention and serves as a



bridge to equity. Community assets and needs are elevated in these approaches and reinforce
reciprocity amongst multi-sector interest holders (10).

The NIH created the Community Engagement Alliance (CEAL) Against COVID-19
Disparities to apply a community-engaged approach to building trust in medical/research
activities. CEAL was tasked with understanding and addressing factors that contribute to the
disproportionate burden of Covid in underserved communities and applying community-engaged
strategies to enhance awareness, education, access, trust, and inclusion in the science-based
response to Covid. CEAL is comprised of 21 CEAL research teams working in tandem with
community-based organizations in areas experiencing the disproportionate effects of Covid and
other health disparities (3).

The NIH recognized the need to support the CEAL teams by offering technical assistance,
resources, and best practices for community engagement amidst a public health crisis and an
additional resource to help with the rapid development and implementation of best practices
learned from CEAL applied to other national Covid clinical trials. This resource is called the
CEAL Consultative Resource (CEACR). CEACR leverages and serves as an integral component
of the overall CEAL Alliance to provide flexible and tailored guidance around (1) community
engagement and (2) community-engaged research within underserved communities of color.
CEACR was generated to coordinate and support a community of practice across the CEAL
Alliance and to offer flexible and timely consultation services to increase inclusive participation
through the dissemination of best practices. The objective of this essay is to review the
implementation process of CEACR services against the NIH CEAL’s original vision and goals for

the consulting arm. The evaluation metrics captured throughout CEACR’s implemented activities



since inception through year 1.5 are measured to determine the program’s dose, reach, and fidelity

aligns with NIH goals toward increasing inclusive participation in clinical trials related to Covid.



2.0 Background

2.1 Establishment of the Community Engagement Alliance Against Covid-19

The Community Engagement Alliance (CEAL) Against COVID-19 Disparities is a
National Institute of Health (NIH) program that elevates community-based approaches to inclusive
participation in health research and clinical trials related to Covid prevention and treatment. Hosted
under the National Heart, Lung, and Blood Institute (NHLBI), the project was erected in 2020 to
alleviate the burden of Covid on ethnic and racial minoritized communities by mobilizing trusted
messengers to dispel misinformation, engage communities in vaccination uptake, and adequately
reflect the country’s diversity in Covid research. The Alliance combines academic and community-
based partners in efforts to thwart health disparities exacerbated by the pandemic over the last few
years. Misinformation and mistrust left swaths of underserved communities especially vulnerable
as the coronavirus took its hold on communities of color (12). The NIH recognized that evidence-
based information needed to be delivered by vehicles of trust, so they implemented 21 CEAL sites
in major academic institutions across the United States with the expectation that together the
academic sites and their community-based partners would level the playing field and combat
mistrust in marginalized communities (10). These partnerships would eventually lead to a wealth
of resources that would serve as a community of practice for academic and community-based
efforts to improve inclusivity in research. Together the NIH CEAL teams work to provide
trustworthy, science-based information through active community engagement and outreach to the
communities affected most by health disparities. NIH CEAL's goal is to build long-lasting

partnerships using a platform of tools and resources intended to increase the capacity of



communities to address health inequities. The platform supports stakeholders to systematically

study and advance health equity and the field of community-engaged research.

2.2 The Importance of Diverse Participation in Research and the Need for CBPR

Engagement of BIPOC communities in clinical research around Covid and all health
concerns is critical in translating results to all populations and increasing confidence, acceptability,
and uptake of treatments and interventions developed. Recent data highlight the relative absence
of BIPOC communities in the early Covid vaccine clinical trials (1). Intentional and effective
community engagement methods through CEAL were needed to improve BIPOC inclusion. Trials
opening later in the pandemic benefited from strengthened community engagement efforts led by
the CEAL Alliance, and greater and more diverse volunteer registry records (1). With appropriate
resources, commitment, and community engagement expertise in research, the representation of
BIPOC individuals in clinical research trials more closely mirrors population demographics (3).
To ensure this goal, intentional efforts were needed to address and correct misperceptions,
misinformation, and myths around research (1). Community-Based Participatory Research
(CBPR) approaches emphasize the diversity of enrollment in clinical trials, the establishment of
enrollment goals, ongoing robust community engagement, and conducting population-specific

trials and research to inform best practices while increasing community awareness and knowledge

(1).



2.3 The Establishment of CEACR to Support Community-Engaged Research

CEACR was established to elevate best practices throughout CEAL and to provide
customized expertise to optimize inclusive participation across the research ecosystem. The short-
term goals for CEACR are: 1) to leverage the expertise from across the CEAL Alliance to provide
rapid, flexible, tailored consultations to a variety of end-users, and 2) to establish sustainable
community-academic collaborations that address the disproportionate impact of the pandemic and
other health inequities on minority and underserved communities. Given the urgency of the
pandemic, CEACR initially focused on Covid-related community engagement and outreach, such
as promoting vaccination acceptance and uptake, addressing vaccine hesitancy, promoting public
health mitigation strategies, promoting diagnostic testing, acceptance of effective treatments, and
approaches to increase diversity and inclusion in Long Covid research. CEACR has since
expanded to address inclusive participation and health disparities within communities of color for

research beyond Covid priorities.

2.4 Intro to the Importance of Evaluation of Process Metrics

Process evaluation is a systematic method of assessing a program's implementation and
serves as an essential component of community-based approaches to public health (6). This
process assesses the implementation of the intervention and identifies areas for improvement.
Process evaluation involves several steps, including planning, data collection, analysis, and
reporting, and provides valuable insights for future improvements and helps to ensure the success

of the intervention. It involves monitoring and documenting the program's activities and outputs



to determine whether the program is being implemented as intended. In community-based public
health approaches, process evaluation is important as it helps ensure that the program is responsive
to the community's needs and priorities.

The key components of process evaluation in community-based approaches to public
health include measuring community engagement in terms of program fidelity, dose delivered,
dose received, and reach (13). Program fidelity refers to the extent to which the program is
implemented as intended. The dose delivered refers to the program'’s amount delivered to the target
population. The dose received refers to the extent to which the target population engages with the
program. Reach refers to the proportion of the target population that is exposed to the program. A
complex systems approach is needed to evaluate these components to answer evaluative questions
such as:

“To what degree are they reaching their intended audience? What level of service (dosage)
is necessary to attain desired behavioral effects?” (8)

Process evaluation can be applied to various community-based approaches to public health,
such as community health worker programs, participatory research projects, and community-based
health promotion programs (13). For example, a process evaluation of a community health worker
program would assess whether the program was implemented as intended, the number of
community health workers trained and deployed, the number of people who received services from
the community health workers, and the proportion of the target population that was reached. The
evaluation would also identify any barriers to program implementation and provide

recommendations for improvement (13).



2.5 Evaluation of CEACR as a Public Health Intervention

Evaluating the implementation of CBPR interventions such as CEACR is essential to
determine areas for improvement. (3). The process evaluation of public health interventions can
help identify root causes for undesired effects and outcomes and help us understand a variety of
factors that may contribute to the ultimate success or failure of the intervention. Process evaluation
helps identify and learn why the activities succeed or fail to succeed and what factors contribute
to their impact. This essay evaluates the process metrics of CEACR creation and implementation
from inception through year 1.5 and describes the initial round of iterations implemented. Figure
1 highlights the NIH CEAL vision for CEACR activities, processes, and outcomes and serves as

a baseline for fidelity.



CEAL Vision for the CEAL Consultative Resource (CEACR)

The CEAL Consultative Resource (CEACR) was established to elevate best practices throughout CEAL and
provide customized expertise to optimize inclusive participation across the research ecosystem.
Consultation Process

Overview

Timeline

Key Steps

0. CEACR 1. Intake 2. Pa_nel 3. Consultation 4. Recommen_dations 5. Feedba_lck &
Management Curation & Immediate Evaluation
Feedback
O ===c O————_——
) g N— N_" N N— T/

CEACR Team will
develop management
capabilities(e.g.,
standard operating
procedures (SOPs), an
Asset Map of expertise
available in the CEAL
Alliance }o successfully
complete the
consultations.

Ongoing

CEACR Team and NIH
CEAL Leadership to
guide stand-up of
project management
capabilities

1

Users will submit a
detailed requestfor
consultation and CEACR
Team will evaluate this
intake form and their
current materials (e.g.,
protocols, consent forms)
and decidethe scope for
the consultation.

Day 0

CEACR Team to utilize
SOPsto conduct intake
assessment

CEACR Team will
leverage the CEAL
Allianceto curate a
panel of customized

communityengagement
experts, along with
experts from the
communities the users
intend to engage with.

Day 7

CEACR Team to utilize
Asset Map to staff the
panels withCEAL
Alliance expertsand
reach out to external
groups to fill any gaps

The users will receive a
tailored set of
recommendations,
based on their usecase,
developed from the
consultation in tandem
with the experts.

The CEACR Team,
expert panelists, and end
users will engage in a
consultation toevaluate
the needs and develop
tailored
recommendations.

Day 15 Day 30
CEACR Team trusted CEACR Team todeliver
community leaders, and  a tailored set of
experts from the CEAL | recommendations to
Allianceto conduct user

consultation

After the consultative
process, CEACR Team
will gather feedback
from users and iterate on
management processes,
plans, and capabilitiess
needed.

Day 60+

CEACR Team toreport
back any lessons
learnedto CEAL
Leadership

{ Feedback Informs CEACR Mgmt. 34

Figure 1: CEAL Vision for the CEAL Consultative Resource (CEACR)



Figure 2 offers an overview of the lessons learned in CEACR’s first year of activities as well as suggested action steps to address

discrepancies in reach, dose, and fidelity.

CEACR: Converting Lessons Learned to Further Actionable Steps

Lessons Learned Further Actionable Steps
Client Engagement and Relationships Get Creative with Client Engagement
* What is a consult? * Lewerage satisfied users
* How do | define my needs? * Build consult examples into CEACR webpage
Immediacy of Expert Panel Focus on Expert Panel
+ Panels result in immediate action + Summarize panel discussions with actionable
« Users value CEACR'’s roster of over 70 recommendations immediately
CEAL experts + CEACR’s presence on social media #CEACR
Impact and Evaluation Improve CEACR’s Impact Measurement
&4 + Use recommendations meeting as first * Reach and impact of each CEACR consult

touchpoint for evaluation + CEACR'’s Evidence of Impact Model 1

T &

» Define CEACR’s “measure of success”
1 .

Figure 2: CEACR: Converting Lessons Learned to Further Actionable Steps
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CEACR activities were reviewed to measure its effectiveness as a community-based
intervention to increase minority participation in NIH-funded clinical trials. The CEACR Project
Coordinator, author of this essay, conducted a process evaluation of CEACR consultative activities
carried out since launch; this evaluation reviewed each step of the consultation process and the
implemented iterations necessary to improve implementation fidelity. The process evaluation
weighed the NIH CEAL’s original vision for CEACR against the first 1.5 years months of program
activities to determine if the intervention launched and progressed in a way the NIH CEAL initially
envisioned. Data was collected on the fidelity of the program developed, the dose of deliverables,
the reception to the deliverables, and the program's overall reach.

The following logic model (Table 1) details the components of this process evaluation of
the CEACR program including both the process metrics and their iterations documented within
the rest of this essay. The process evaluation was carried out during the first year of activities and
continued throughout the second year of program activities. The gathered program metrics are
indicative of how well the program was implemented according to the NIH’s original vision.
Consultee participation, expert panel diversity metrics, and exposure to services were tracked to
understand the level of diverse opinions of thought included in expert recommendations (expert
panelist) as well as satisfaction with client requests. Participant data, satisfaction surveys, program
debriefing, and REDCap tools were reviewed to track how closely CEACR consult activities were
implemented as described in the project’s defined statement of work. The upcoming Methods

section details steps taken to implement CEACR consultation activities.
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Table 1: Logic Model CEACR Year 0-1.5

Assumptions Inputs Activities Outputs Short-Term Long-term
Outcomes Outcome
COVID-19 has CTSI and Prepare asset map | Asset map
affected CCPH (resources &
marginalized partnership | experts)
mmuniti
fl(l')sprogorti(:lately. Funded REDCap Tools ansultees will
grant Develop REDCap | _consult Request gain knowledge
tools Form about. best
practices to

Marginalized -Intake Form community- Ethnic and
communities NIH refers engaged racial
receive internal and -Internal Tracking | approaches to minority
misinformation external Form research participation
about COVID-19 consultees . . recruitment increases in
& mistrust the -Satisfaction, 30-, consultees'
medical system. 90-, & 180-day projects

Consultation Surveys

Phase 1: Receive Consultees

request & apply/disseminate
Community-based conduct intake o best practices

- . 12 organizations

participatory session
research Phase 2: Host request )

expert panel consultation per
-Enables session year
community to take Phase 3: Team i
the lead in solving staff apply HCD Consultation
their own and conduct

. -Phase 1:

problems. Recqmmendatlon Completed

Session

-Fosters trust

Consult Request
Form, 60-minute
Intake Meeting

-Phase 2: CEACR
Panelists, Tailored
Recommendations

-Phase 3:
Recommendations
PowerPoint, 60-
minute
Recommendation
Session with
Consultee
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3.0 Methods

This section describes the steps taken to organize, implement, and evaluate CEACR
consulting services. | am going to explain the organization of CEACR, and then I will describe the

evaluation methods.

3.1 CEACR Structural Organization

The CEACR team is led by Principal Investigator, Dr. Mylynda Massart and Co-
Investigator Dr. Elizabeth Miller from The University of Pittsburgh Clinical and Translational
Science Institute (CTSI) Community PARTners (Partnering to Assist Research and Translation)
core. CEACR is co-led by the Community-Campus Partnerships for Health (CCPH) directed by
Mr. Al Richmond. CCPH is an international, nonprofit membership organization that supports
individuals and organizations in their efforts to form authentic, equitable partnerships in the pursuit
of policy, practice, and systems-level changes that support the health of our communities and
eliminate health disparities. In the Spring of 2021, both Pitt CTSI and CCPH applied to the
Research Opportunity Announcement OTA-21-016 Community Engagement Research Alliance
(CEAL) Against COVID-19 Disparities: Consultative Resource. NIH CEAL leadership suggested
that both teams work together as CEACR bringing together the resources of a major academic
research institution and a community-based organization with proven success in engaging
underrepresented populations. CEACR began activities in the Fall of 2021 upon hiring a Senior

Project Coordinator (author of this essay) to join CEACR leadership, a Project Manager, and an
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Evaluation lead. Additional team members were added during Year 2 of the project including two
student workers, one research assistant, one evaluation member, and a new project manager.
CEACR activities began with the standardization of processes as detailed in multiple standard
operating procedures (SOPs). These SOPs defined the consultation and evaluation processes
throughout the first 18 months (about 1 and a half years) of activities; each SOP defined the
specific roles and communication activities necessary to facilitate, including the CEACR
consultation process workflow by both internal CEACR staff and external programmatic staff
within CETAC/WESTAT. CEACR. The National Institutes of Health funded Community
Engagement Technical Assistance Center (CETAC) in the Public Health Sector of WESTAT,
serves as the coordinating center that houses the Community Engagement Alliance's (CEAL)
portfolio of programs. The Community Engagement Alliance Consultative Resource (CEACR) is
a CEAL program supported by CETAC. In addition, a communication plan was established as
well as meeting cadence both internal to the CEACR team and with the WESTAT/CETAC and
NHLBI leadership. CEACR also worked closely with CETAC staff to identify existing CEAL site

resources that contributed to the bulk of the CEAL Asset Map content.

3.2 Asset Map Design

CEACR’s ability to rapidly deploy CEAL resources was a critical component of CEACR
activities. An asset map was created to capture existing resources available within the CEAL
network which allowed for rapid identification of experts and resources for deployment in the
consultative process. The map was developed during an extensive passive process where data was

captured from all CEAL websites, NIH CEAL website, and prior CEAL monthly project reports
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and social media. CEACR uses this resource to quickly identify and leverage CEAL resources to
support all CEACR activities. This asset map feeds client requests for resources/assets i.e. rapid
consult requests. These resources are organized into the following eight categories: population,
tools, methodologies, partners, engagement strategies, reciprocity assets, disseminated
resources/materials, CEAL subject matter experts, lived experience experts, and funding source

(Appendix Figures 3-4).

3.3 REDCap Tool Development

During the first year of activityy, CEACR created the tools needed to facilitate the
consultation process from intake to evaluation. REDCap is the primary data management tool used
in the consultation process. CEACR used REDCap to create the following forms and surveys:
Consult Request form, Intake form, Internal Tracking form, Satisfaction survey, 30-Day survey,
90-Day survey, and 180-day survey. These tools are used across the four phases of the CEACR

consultation process (See Appendix C & D).

3.4 CEACR Consultative Process

A four-phase consultation process was mapped during the launch of the CEACR project
with one month per consultation and a workload of up to three consults per month (Appendix
Figures 1-2). Consult activities are described throughout each of the four phases below from

receipt of the consultation request to the evaluation of client satisfaction.
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Phase 1

Phase 1 begins the CEACR consultation process with a consultation request and intake
session. NHLBI leadership facilitates and directs prospective consultation requests to the CEACR
team. The first step of the CEACR Consultation process is to learn more about the client and their
needs. During this stage, CEACR assesses the client's request: Is the client seeking resources,
speakers, and/or contacts i.e., a “rapid” consult, or does the ask necessitate a deeper level of insight
requiring a panel of experts to brainstorm ideas to assist client needs? The Senior Project
Coordinator uses the consultee’s contact information from the received Consult Request form
(Appendix Figure 5) to schedule an “Intake” meeting between the consulting team and CEACR.
During the “Intake Meeting,” CEACR meets with the client to learn more about where they are in
their project, their challenges, successes, and goals for the consultation. CEACR’s Senior Project
Coordinator documents the details of the meeting including the consultee’s requests, timeline, and
any initial feedback delivered, and outlines next steps and action items. This information is sent to
the consultee within two days of the “Intake Meeting” to confirm client needs and programmatic
expectations.

Phase 2

Phase 2 consists of the internal processing, panel curation of experts, and hosting of the
expert panel session. The CEACR team holds an internal debrief to review the information
discussed during the “Intake”. CEACR discusses the next steps and begins sourcing relevant
expertise to invite to the panel session essential to offering implementable recommendations.
CEACR created a roster of experts in REDCap using the CEAL Panel Expert Interest Form
(Appendix Figure 7). CEACR disseminated a REDCap link to the CEAL Panel Interest Form that

captures contact information, affiliation, expertise, and availability. Any interest submitted
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through the survey link populates in a REDCap dashboard, and the Senior Project Coordinator
receives an email notification for each submission. The CEAL Panel Interest Forms are the primary
source from which perspective panelists are identified. The panel discussion brings together a
range of experiences that include both academic and community-based expertise. They are
designed to allow space for guided dialogue on the real-world challenges facing research teams
and attempt to integrate humanity into the research process. CEACR’s expert panels allow
traditionally silenced voices to be heard and put lived experiences alongside institutional practice.
CEACR panelists inform the recommendations provided back to the consultee, and the vital
importance of diverse representation in the discussion of strategies to increase inclusive
participation is prioritized. The Senior Project Coordinator carefully plans the panel sessions to
reflect the flexibility in approach needed to engage community-specific solutions. Expert panelists
are sourced through a variety of channels: the CEAL Asset Map, CETAC Liaisons, CEAL site Pls,
and internal CEAL meetings. CEACR hosts a roster of 151 expert panelists sourced to date and
growing. This roster of expertise includes a range of CEAL-affiliated individuals from across the
nation from both community- and academic-based backgrounds. Since its inception, NIH
leadership has called upon CEACR to balance the diversity in perspective within CEACR Expert
panels that offer community-based solutions to public health issues. CEACR continues to source
interest from experts across the CEAL network many of whom have demonstrated success with
the engagement and recruitment of ethnic and racial minority groups in clinical trials. Panel
curation is critical to service quality and requires the ability to source panelists, confirm availability
across multiple stakeholders, schedule across multiple time zones, and ensure the timely

completion of panel participant payments.
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The expert panel sessions are held virtually using Microsoft Teams and last between 60-
90 minutes (about 1 and a half hours). Panel participants are sent an introductory email detailing
the upcoming panelist opportunity. Panelists who confirm interest are subsequently sent a follow-
up FindTime poll to survey their availability to attend. Meeting dates/times are offered to
accommodate work schedules and time zones. Four to six interested participants are invited to
ensure a minimum of at least three panelists per panel session. The FindTime poll is checked over
a week, and reminders are self-generated to prompt non-responsive invitees to submit their
availability to attend. Once three or more panelists confirm availability for a date/time, the Senior
Project Coordinator schedules the CEACR Panel Session including the consulting research team
members and CEACR staff. One facilitator arranged these discussions, and 2 CEACR staff
facilitated the panel sessions. CEACR lead, Dr. Mylynda Massart, facilitates these virtual
discussions using a community engagement studio model (9). Each expert panel session includes
a facilitator from CEACR, at least one representative from the consultee’s research team, and at
least three subject matter expert panelists. The session begins with participant introductions before
the consultee’s team provides an overview of project activities and goals. The consultee
representatives are present for the entirety of the session to offer clarity in project activities as
needed. Guiding prompts are displayed as the CEACR facilitator moderates the discussion. Each
panel session lasts from 60-90 minutes in comparison to the community engagement studio
model’s duration of 2 hours (9). All expert panel attendees are compensated $100 an hour for their
participation, double the compensation rate of the community engagement studio model (9).
CEACR staff record the sessions, generate a transcript, and import the session chat. All session
materials are uploaded to the consultee’s folder in Microsoft Teams and analyzed for recurring

themes/takeaways that inform subsequent “Recommendations”. Only the consulting research team
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is prompted for feedback on their experience with CEACR services differing from the community
engagement studio model that prompts both the research team and contributing experts for
feedback via paper.

Phase 3

Phase 3 includes applying a human-centered design (HCD) approach to synthesizing panel
session takeaways and themes using a virtual whiteboard to affinity cluster and organize the
recommendations provided during the expert panels. These are then reviewed by the team,
reported in a PowerPoint which serves as a durable resource for the consultee, and delivered to the
consulting team in a “Recommendations Session”. The Satisfaction Survey (Appendix Figure 9)
is provided at the end of the report-out meeting to allow the consultee to complete the REDCap
survey offering any feedback on their immediate experience with CEACR. The recommendation
power point is emailed to the consultee immediately following the “Recommendations Session”.

Phase 4

Phase 4 of the consultation captures any feedback on the consultee’s experience, the utility
of recommendations, and impact metrics. See the upcoming evaluation process for expanded
details. Note, impact metrics will not be discussed in this essay and are currently under draft for

publication.

3.5 CEACR Process: Evaluation Tools/Approach

Consultee feedback is critical to measure the dose and reach of provided consultation
services. Consultees are prompted for feedback on their experience with CEACR and asked to rate

the utility of the recommendations delivered. All surveys are built and disseminated using
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REDCap. Four surveys were developed to capture immediate, short-term, and long(er) term
impact; an initial satisfaction survey, followed by a 30- Day, 90- Day, and 180 -Day (Appendix
D). Each follow-up survey is tailored to measure the consult-specific recommendations that were
provided by the expert panel. The survey instruments attempt to capture whether recommendations
were implemented, why recommendations were/not implemented, the period in which the
recommendations were implemented, and the overall utility of the offered recommendations. The
Satisfaction Survey prompts consultees to rate their level of satisfaction with the overall experience
of CEACR services up to the delivery of recommendations; timeliness, approachability, and
confidence in applying discussed content are scored. The Satisfaction survey is administered
immediately following each Recommendations Session (< 2 Days). The 30, 90, and 180-Day
surveys are customized to include each consultee’s delivered recommendations and prompts
feedback on overall usefulness of recommendations, whether recommendations were
implemented, and reasons why recommendations were not implemented. The 30-Day survey is
sent 30 days post-delivery of recommendations i.e., Recommendations Session (Appendix Figure
10); the 90-Day survey is sent 90 days post-delivery (Appendix Figure 11), and the 180-Day survey
is sent 180 days post-delivery (Appendix Figure 12). The Senior Project Coordinator sent a follow-
up email reminder to non-responsive consultees including the consult-specific REDCap link within
the body of the email; the frequency and consistency of these reminders varied with most
reminders sent within 7 days of the initial prompt for feedback. All received survey responses were
reviewed with the CEACR leadership team during standing biweekly meetings. No additional
evaluative functions/tools were needed to assess the results of the received feedback. Survey

responses were downloaded from REDCap and stored in each consultee’s file in Microsoft Teams.
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The process evaluation informing this essay captured implementation data from January
2022 through March 2023. Process metrics included expert panelist backgrounds, number of
incoming consultation requests, populations of interests, topics of interest, and efforts to rate client
satisfaction all of which contribute to project dose, reach, and fidelity and ultimately insight into
the project’s utility as a public health intervention. The results of these efforts are highlighted in

the upcoming section.
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4.0 Results

CEACR launched in October 2021 and began consultation activities in January 2022. This
essay will focus on CEACR results in the initial 1.5 years since launch as it relates to the project’s
fidelity, dose, and reach. The upcoming sections review the results of the process metrics measured
throughout this time frame beginning with a review of consult activities, evaluation metrics to
determine client satisfaction, the diversity of thought utilized within CEACR activities, and ends
with a revised evaluation plan guided by the iterations described within the essay. The following
evaluation table (Table 2) summarizes the components of the process evaluation for CEACR’s

first 18 months of activities.
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Table 2: Summary of Process Evaluation Metrics for CEACR Yr 0-1.5

Process Evaluation Questions | Expected Output Data Sources Timing
-# of completed asset maps -Tracking
-To what extent is the program -# of consultation instruments developed -Spreadsheet
implemented consistently with the -# of evaluation tools developed -Data Dashboard
initial scope of work? -Consultee follow-up <48 hrs -REDCap instruments Biweekly
Fidelity -> 3 panel attendees per session -Activity logs
-What types of engagement -Equal representation of community/academic
techniques are being used? panelists per session
-Panel sessions yield topic-specific, actionable
recommendations
-Coordinator ensures completion of all activities
from scheduling Intake Meeting >
Recommendations Session
-PI reviews all recommendations ahead of delivery
to consultee
Reach -Was CEACR able to reach enough -Consult Request Form
potential consultees? -# Scheduled Intake Meetings -Priority Ranking As needed throughout the
-Was CEACR able to reach enough -Intake Meeting Notes consultation process
panelists? -# of panelists and representatives from the CEAL | -CEAL Panel -Interest
-Did CEACR recommendations teams and their partners Forms
address populations of interests
(Covid-specific, ethnic/racial -# of end users focused on ethnic/racial minority
minority groups)? recruitment in Covid research
-Was CEACR able to average 3 -Coordinator Emails As needed throughout the
Dose consultations a month? > 3 consults per month -Internal Tracking consultation process
Delivered | -Do panel sessions yield topic- Form (REDCap)
specific, actionable # Scheduled Recommendations Sessions
recommendations?
-How do consultees interact with -Consultees are satisfied with CEACR services Emails Post Recommendations
Dose CEACR services? -Consultees find recommendations useful Completed Session
Received -Consultees report multilevel application of -Satisfaction Survey -0 days
(Exposure) -To what extent do consultees CEACR recommendations -30-Day Survey -30 Days
interact with CEACR services? -Consultees report they interacted with CEACR as | -90-Day Survey -90 Days -180 Days Post
much as needed -180-Day Survey Consultation

23




CEACR activities since launch resulted in the creation of a CEAL Asset Map totaling over
1,000 data points, half of which included community-based partners and organizations working in
conjunction with each CEAL site’s academic/research institution. The CEAL Panel Expert Form
created in REDCap helped CEACR create a roster of 152 subject matter experts to pull from for
consultations. CEACR received 43 requests for services and held 15 expert panel sessions that
guided the recommendations delivered to six Covid research teams across the United States.
CEACR delivered tailored recommendations for each asset request including lists, links,
takeaways, and toolkits. 32 requests for services were completed including requests for CEAL-
affiliated resources, formalized requests for guidance on outreach and recruitment strategies, and
requests for presentation of findings and workshop facilitation. CEACR received 17 requests for
resources including 14 Asset Map requests for CEAL-affiliated resources like assistance sourcing
subject matter expertise for speaking engagements and lists of population-specific organizations
and three requests for workshop/listening sessions (Figure 3).

Panel discussions included topics such as equitable partner compensation, cultural
appropriateness of recruitment materials, and best practices for engaging rural residents in Covid
research activities. CEACR panels included 56 academic and community-based experts from
across the country. 46% percent of the subject matter experts were representative of community-
based organizations/expertise, and the remaining 54% of panelists were academic-affiliated (Table

3).
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Requests for Services (10/2021-3/2023)

Rapid, 17, 40%

Full, 26, 60%

m Full = Rapid

Figure 3: Rapid VS Full Service Requests

Table 3: CEACR Activities Since Launch (Completed)

October 2021-March 2023

Total Requests Received 43
Requests for services 32
Requests for resources 17
Expert panels held 15
Panelists engaged 56

Community-based organizations (%) 46

Academic-affiliated (%) 54

Three REDCap forms were developed to facilitate the consultation process and four
REDCap surveys were created to facilitate the evaluative processes necessary to determine
CEACR’s quality of services. The following section reviews the results of CEACR evaluation

efforts since launch and detailed in the accompanying Table 4.
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Table 4: Evaluation Attempts to Measure User Satisfaction

Consultee Date of Satisfaction 30 Day 90 Day | 180 Day | Email Follow | Consultee Response to
Consult Up Follow Up
ACTIV-6 (Duke) 1/21/2022 1/25/2022 3/16/2022 N/A 8/24/202 10/13/2022 10/28/2022
2
CEAL (Texas) 7/29/2022 8/1/2022 9/15/2022 N/A 11/9/2022, N/A
2/9/2023,
4/25/2023
ACTIV-6 (Pitt) 9/16/2022 9/16/2022 N/A 2/9/2023 2/20/2023
ACTIV-6 (SAC) 9/7/2022 11/8/2022 N/A 2/9/2023 2/9/2023
RECOVER VCU_Long 9/22/2022 N/A 9/30/2022, 9/30/2022, N/A
Covid, Rural 2/9/2023
RECOVER VCU_Long 9/22/2022 N/A 9/30/2022, 9/30/2022, N/A
Covid, CE Best Practices 2/9/2023
RECOVER_NYU_Long 10/10/2022 10/14/2022 N/A
Covid, Latinx
RECOVER NYU_Long 10/10/2022 10/14/2022 N/A
Covid, Indigenous/Tribal
RECOVER NYU_Long 10/10/2022 10/14/2022 N/A
Covid, Age 65+
RECOVER NYU_Long 10/10/2022 10/14/2022 N/A
Covid, Committee Reps.
RECOVER NYU_Long 10/10/2022 10/14/2022 N/A
Covid, Covid (+)
Pregnancy
RECOVER NYU_Long 10/10/2022 10/14/2022 N/A
Covid, Pediatric
RECOVER NYU_Long 10/10/2022 10/14/2022 N/A
Covid, Covid (+)
Pregnancy, Latinx
RECOVER NYU_Long 10/10/2022 10/14/2022 N/A
Covid, Pediatric, Latinx
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https://pitt-my.sharepoint.com/:u:/r/sites/CEACR/Shared%20Documents/Evaluation/Qual%20feedback/RE%20National%20Enrollment%20Snapshot.msg?csf=1&web=1&e=PBI632
https://pitt-my.sharepoint.com/:u:/r/sites/CEACR/Shared%20Documents/Evaluation/Qual%20feedback/FW%20CEACR%20x%20ACTIV-6%20Pitt%20%20SAC%20(Privacy%20Check-In%20Impact%20Measures%20Thank%20You!).msg?csf=1&web=1&e=wAx2mi
https://pitt-my.sharepoint.com/:u:/r/sites/CEACR/Shared%20Documents/Evaluation/Qual%20feedback/Re%20CEACR%20x%20ACTIV-6%20Pitt%20%20SAC%20(Privacy%20Check-In%20Impact%20Measures%20Thank%20You!).msg?csf=1&web=1&e=0afZ0Q
https://pitt-my.sharepoint.com/:u:/r/sites/CEACR/Shared%20Documents/Evaluation/Qual%20feedback/CEACR%20x%20RECOVER%20VCU.msg?csf=1&web=1&e=OCePH8
https://pitt-my.sharepoint.com/:u:/r/sites/CEACR/Shared%20Documents/Evaluation/Qual%20feedback/CEACR%20x%20RECOVER%20VCU.msg?csf=1&web=1&e=OCePH8
https://pitt-my.sharepoint.com/:b:/r/sites/CEACR/Shared%20Documents/Evaluation/Qual%20feedback/Filled%20Out%20Surveys/RECOVER%20Satisfaction%20Survey.pdf?csf=1&web=1&e=Sns5Bf
https://pitt-my.sharepoint.com/:b:/r/sites/CEACR/Shared%20Documents/Evaluation/Qual%20feedback/Filled%20Out%20Surveys/RECOVER%20Satisfaction%20Survey.pdf?csf=1&web=1&e=Sns5Bf
https://pitt-my.sharepoint.com/:b:/r/sites/CEACR/Shared%20Documents/Evaluation/Qual%20feedback/Filled%20Out%20Surveys/RECOVER%20Satisfaction%20Survey.pdf?csf=1&web=1&e=Sns5Bf
https://pitt-my.sharepoint.com/:b:/r/sites/CEACR/Shared%20Documents/Evaluation/Qual%20feedback/Filled%20Out%20Surveys/RECOVER%20Satisfaction%20Survey.pdf?csf=1&web=1&e=Sns5Bf
https://pitt-my.sharepoint.com/:b:/r/sites/CEACR/Shared%20Documents/Evaluation/Qual%20feedback/Filled%20Out%20Surveys/RECOVER%20Satisfaction%20Survey.pdf?csf=1&web=1&e=Sns5Bf
https://pitt-my.sharepoint.com/:b:/r/sites/CEACR/Shared%20Documents/Evaluation/Qual%20feedback/Filled%20Out%20Surveys/RECOVER%20Satisfaction%20Survey.pdf?csf=1&web=1&e=Sns5Bf
https://pitt-my.sharepoint.com/:b:/r/sites/CEACR/Shared%20Documents/Evaluation/Qual%20feedback/Filled%20Out%20Surveys/RECOVER%20Satisfaction%20Survey.pdf?csf=1&web=1&e=Sns5Bf
https://pitt-my.sharepoint.com/:b:/r/sites/CEACR/Shared%20Documents/Evaluation/Qual%20feedback/Filled%20Out%20Surveys/RECOVER%20Satisfaction%20Survey.pdf?csf=1&web=1&e=Sns5Bf

RECOVER NYU_Long 12/19/2022 N/A
Covid, Indigenous/Tribal
RECOVER NYU_Long 12/22/2022 N/A
Covid, Black, African
American
RECOVER NYU_Long 12/20/2022 N/A
Covid,Latinx
MCRU_NINDS Apr-23
UCSD (M2B/HMB) Apr-23
UCSD (M2B/HMB) Apr-23
ACTIV-6 (Duke) Apr-23
Home Test to Treat Apr-23
ACTIV-6 (Duke) Apr-23
Pediatric Trials Network May-23
Pediatric Trials Network May-23
Home Test to Treat May-23
RECOVER_UCSF Jun-23
U of Illinois Urbana- Jun-23

Champaign (UIUC)
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During the first 1.5 years, CEACR met with each consultee requiring a panel session at
least twice; one 60-minute meeting for Intake and one 60-minute meeting to deliver the
Recommendations. One consultee was unable to meet to discuss recommendations due to
availability, so a report was sent via email. Out of the 17 eligible instances for consultees to rate
their immediate satisfaction with CEACR services, 6 surveys were sent, and 5 were received. Only
two of the 30-day surveys were sent; 1 was received. The second survey was sent in error before
editing to capture consult-specific feedback. No 90-Day surveys were successfully created or sent,
and one 180-Day survey was sent and received. All survey recipients received an email prompt for

survey completion if nonresponsive after 7 days (Table 4).

4.1 lterations

The CEACR consultation process has required many iterations since its inception to ensure
adherence to the evolving scope of activities planned by NIH leadership. All enacted revisions to
the CEACR process are documented along with the corresponding activity for improvement and
process metric correlation to dose, reach, and/or fidelity. Continuous quality improvement efforts
like this evaluation of activities maintain the rigor of community-based approaches to public health
interventions. The following section will detail the various iterations to the CEACR consultation
processes including steps taken to strengthen the intake process, panel curation, and evaluation
tools needed to relay the impact and utility of the service. In the next section, | will describe

CEACR’s adjustment to maintain the timeliness of consultation services.
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4.2 Intake Iteration and the CEACR Time Clock

The Consult Request form gathers basic information needed to schedule an initial meeting
between the consultee and CEACR. Many initial consultees did not have a grasp of the rapid
turnaround required of the CEACR process and did not respond to requests to meet as promptly
as NIH Leadership had anticipated. Additionally, early consultees needed to understand a bit more
about the CEACR process and gain approval from their project leadership before committing to
service requests. This delayed the start of the CEACR consultation and prolonged the time clock
as approval was achieved (1). To mitigate the delay, CEACR established “soft” intake meetings
to confirm consultee appropriateness for services and allow time for the consulting team to confirm
availability and interest in moving forward. Once all approvals were gained, a formal “Intake”
session was held, and the date of this meeting is documented as the start of service. This iteration
helped reflect a more accurate time to completion for each consultation increasing fidelity in the
consultation process. This next section describes how the widening of services increased CEACR’s

range, scope, and reach of programmatic services.

4.3 Scope and Prioritization of Request Iteration

CEACR clients were initially limited to extramural (not employed at the NIH), NIH-funded
research teams centered around the mitigation of the effects of the Covid pandemic limiting the
project’s reach. As CEACR gained footing, NIH leadership expanded the scope of services to
include consideration for requests from intramural clients (NHLBI, NINDS) and other federally

funded teams addressing Covid and while expanding the reach of services to address health
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disparities more broadly. In addition, the CEACR team and NIH leadership recognized that while
the CEAL sites were intended to be a resource for CEACR, they too needed consultative support.
Additionally, several prior consultees became repeat users upon successful completion of their
initial consultation. Consultation requests increased from an average of 0-3 consult requests per
month to a peak of 9 active requests at once. This increased business necessitated the adoption of
tracking tools and a prioritization or ranking system which CEACR developed with NIH leadership
(Figure 4). NIH leads expanded CEACR’s scope to aid federally funded Covid research efforts
more broadly. This expansion allowed more incoming requests that addressed the urgency of the
Covid pandemic thus increasing CEACR’s reach and dose of activities. A tracking spreadsheet
was developed to help the Senior Project Coordinator document and monitor consult activity
(Appendix Figure 13). The data in this spreadsheet is used to populate a data dashboard built with
Power Bl (Appendix Figure 14). This tracking mechanism helped CEACR staff organize, classify,

measure, and display the dose delivered and reach of CEACR activities.

Priority Ranking

1. NIH funded, Covid related
2. NIH funded, Not Covid related
3. Federally funded, Covid related
4. Federally funded, not Covid related

Figure 4: Priority Ranking for Incoming CEACR Consult Requests by Funding Source and Public Health

Significance

All incoming requests were documented, sent to NHLBI programmatic leads, assigned a
priority ranking, and reviewed for approval during biweekly meetings with NIH leadership (Figure

4). The new triage system elevates priority requests and deprioritizes others. All consultees are
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updated with any changes in the timeline and priority status via email. This next section discusses
the importance of preparing CEACR’s expert panelists whose expertise contributes to the overall

quality of consultee recommendations.

4.4 Expert Panel Orientation and Implementation Iteration

Successful panels also require the careful preparation of subject matter experts. In the fall
of 2022, there was a panel session held for the RECOVER community engagement team on the
best approaches to sourcing research committee members from the community. The panel was
extremely excited to share and discuss, however, each panelist drifted from the topic and the other
panelists followed the organic flow of discussion. After the panel session was completed, the
review demonstrated significant feedback and recommendations on engaging minoritized
populations but did not yield recommendations on the topic request for how to recruit community
members to serve on the national research committees. The CEACR team debriefed and decided
to generate a “Panelist Orientation PowerPoint” presentation to help panelists prepare for the
virtual brainstorming sessions (Appendix Figure 17). This significantly improved fidelity of the
panelist responses in subsequent sessions and the importance of this orientation slide deck was re-
demonstrated during a subsequent panel in winter 2023, when it was accidentally omitted again
leading to a disorganized off-topic panel session. In addition, we have found that the panelists are
much better equipped to offer tailored, project-specific recommendations during CEACR panel
discussions when only one discussion question/prompt is displayed at a time during the virtual

Sessions.
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These iterations address the intended fidelity, dose received, and reach of program
activities. This second iteration improved the panelists’ adherence to the topic and the overall
utility of the advice offered. The integration of these iterations helped ensure that the client’s
questions were addressed. The panelists’ contributing thoughts and suggestions centered around
the specific need for actionable strategies targeted around the client’s population of focus.
Panelists’ adherence to CEACR panel expectations directs panelist efforts and expertise where it
is needed the most. Panelist adherence to and focus on individual discussion prompts ensures that
each client’s need is addressed. CEACR recommendations are, in turn, more robust and tailored
for client implementation. The more specific and targeted the feedback, the more relevant CEACR
recommendations harness more potential for implementation and impact (Appendix Figure 15).
Measurement of the quality of recommendations requires a complete overhaul of CEACR’s
current evaluation tools and activities. The next section details the steps taken to understand and

measure the dose delivered by CEACR recommendations.

4.5 Improving the Capture of Evaluation Metrics

CEACR recognizes the importance of consultee feedback and the failure to achieve
successful evaluation over the initial 1.5 years of implementation. CEACR is undergoing an
overhaul of the current evaluation processes, activities, and tools to improve these outcomes.
Current iterations seek to address the evaluation metrics critical to assessing fidelity, dose
delivered/received, and reach. Two issues were identified, the first being the issue of consistently
deploying surveys promptly which is a fidelity failure to our process. The second was the need to

improve the response rate to the surveys sent out. To increase consistent deployment of the surveys

32



and improve fidelity to the survey evaluation procedure, a new process is being developed to
automatically alert the project manager and evaluation team for each consult to trigger
customization and sending of the relevant survey. To increase the survey response rate, CEACR
has added built-in time for consultees to privately complete their satisfaction surveys during the
recommendations report-out session. This additional, real-time evaluation effort attempts to
capture the received dose of CEACR services. The information gleaned from the Satisfaction
Survey captures insight into the client’s experience of the CEACR process (dose delivered). This
immediate survey also seeks to understand whether the recommended feedback can be
implemented (dose received). This information helps CEACR understand if the panel discussion
yielded feedback that resonates with the target population and can be easily implemented (reach).
Subsequent evaluation tools address the client’s initial question(s) as well as whether the
recommended actions were implemented. The evaluation team also developed a script to deploy
oral interviews as an alternative to the REDCap surveys for consultees who prefer that method. If
adequate feedback cannot be solicited within the 30, 90, or 180-day intervals, a brief interview
will be requested by the CEACR Evaluation team. Iterations to date have resulted in an enhanced

evaluation plan (Table 5).

Table 5: CEACR Evaluation Plan_Year 3

Deliverable Timeline Milestones Metric Impact
-Increase
survey # of surveys Inform actual
Process Completed responses completed consult
Metrics Year 1 -Process # process metrics process
metrics # overall scoring around
paper for in >80% satisfied customer
CEACR satisfaction
with consult
service
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-Ongoing capture
Impact Completed of impact metrics # Cumulative Demonstrate the
Metrics Year 2 with each consult increase in impact | overall impact of
-Impact metric from expert panel expert panel
paper for CEACR recommendations | recommendations
Dashboards for
Data Year 2/Year 3 each of the three Ease
Dashboards Evaluation dissemination
Methods of data, work
completed,
and findings

As these iterations to process evolve, CEACR will be able to measure the dose delivered
and received through CEACR services; this data is not captured in this essay but will prove useful
to understand whether additional revisions to CEACR activities are warranted. This next section

addresses the NIH's decision to track and monitor process metrics to maintain project fidelity.

4.6 Development of Dashboards to Display Data

Using the Power BI program, CEACR can review program progress with enhanced data
visualization. CEACR has developed and iterated several dashboards to rapidly display data. These
dashboards display a range of metrics including incoming consult requests, active requests,
completed consult requests, consult priority levels assigned, consultee trends, topics of interest,
populations served, and panelist affiliation. CEACR activities are displayed to capture fidelity,
dose, and reach at-a-glance. NIH leadership now can access these program metrics for reporting

needs (Appendix Figure 14)
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4.7 Increasing Staff for Programmatic Support

Additional staff have been hired to support CEACR activities, project management, data
management, and reporting. Additional staff will help CEACR increase the dose of activities
delivered by contributing to project activity input and increase the project’s fidelity by increasing
the delivered dose of survey tools to increase consultee feedback on the dose received (Figure 3).
Project management support for current CEACR staff is underway to assist with quality control
measures, tracking milestones and deliverables, progress reports, and regular maintenance and
organization of project materials. These actions will help flag any deviations to process/protocol
strengthening fidelity in the process. Additional evaluation staff was hired for the development of

the dashboards and to support the capture of the evaluation metrics going forward.
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5.0 Discussion

Researchers have tested a range of interventions that incorporate behavioral strategies to
improve research participant recruitment and retention (5). Common strategies include building
trust between research teams and participants and improving participant comprehension of trial
objectives and procedures (5). Widening the accessibility of research opportunities is not enough
for successful implementation, and interventions with active knowledge translation are critical to
turning research into practice (13). The process evaluation activities described in this essay help
to understand how the CEACR design and process serve as barriers or facilitators to the
implementation of the intervention as originally anticipated (13).

The CEACR consultation process infuses strategies to enhance minority participation in
Covid research activities through trust-building and reciprocity. CEACR mobilizes CEAL
resources, partnerships, and relationships built through academic and community collaboration.
CEACR consultation services move consulting research teams past asking why communities are
hesitant to trust science, research, academia, and medical institutions, and instead, ask what
research teams are doing to address and overcome the fear and mistrust prevalent in the
marginalized communities that stand to gain the most from research participation (3). CEACR
suggests that the responsibility of trust should not be solely on the prospective research participant
but instead ask the researcher to earn the trust of the participant. Participation in research activities
often requires more effort on behalf of the participant rather than the researcher, yet researchers
are often ill-equipped to reciprocate the resources asked of the participants (5). Researchers ask
people for their identities, information, time, brain space, body, safety, trust, and power, and in
return, you receive what has already been predetermined to be of fair value. The ask typically
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always outweighs what is returned, and the power imbalance ensues. Researchers must approach
participants with respect by “promoting a setting of equality rather than one of authority” (11).
“Recruitment etiquette” is based on the Belmont Principles and enhances an ethical recruitment
approach that “focuses on sensitive demeanor, astute observation, cultural and ethnic awareness,
appreciation for the overall research environment and a polite manner in approaching the
recruitment process” (11). CEACR helps researchers assess their approach to recruiting
minoritized communities by inviting a range of experts including the population(s) of interest into
the conversation to review and guide the research project’s outreach and recruitment strategies.
CEACR offers researchers alternative recruitment approaches that are rooted in reciprocity and
trustworthiness. CEACR activities foster an alternative approach to doing science that bolsters the
efficacy of community-partnered responses that address health disparities research. CEACR’s
ultimate goal is to assist researchers to increase ethnic/racial minority participation in health
research; this review of the process enhances the understanding of the factors affecting the
intervention (6).

The process evaluation of the CEACR consult explores “the mechanisms behind the
intervention’s success or failure” (7). A systematic approach is necessary for evaluative rigor with
evaluators ready to follow the pathway of emergent findings (8). A complex systems perspective
could help CEACR understand the nonlinear way(s) in which consult-specific services may lead
to impact within a larger system (7).

Findings suggest areas of strength thus far as well as opportunities for capacity building to
support implementation and overall project fidelity. While CEACR experiences positive feedback
in the form of multiple repeat customers, this indicates a decrease in reach. Increased fidelity

efforts should focus on the collection of survey data from consultees and a clear activity log. To
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date, CEACR has captured very little insight outside of the consultee’s immediate experience with
the CEACR process, inadequately capturing the data needed to measure the dose received. Initial
REDCap tools had several measurement errors and nonresponse errors deterring the adequate
measurement of client satisfaction and quality of services delivered (15). Early survey data
collected from Satisfaction surveys suggest that the consultee experience is Satisfactory, but there
is not enough follow-up data to measure the utility or impact of the offered recommendations or
measure the dose of the received activities. This lack of data deters insight into the intervention’s
received dose. The CEACR team recognizes that the challenge of evaluation has been two-fold
with the need for improved dissemination of the survey process and for capturing survey
completion from the consultees. A consistent evaluation plan should be developed and adhered to
for the successful measurement of project inputs and outcomes. CEACR is increasing the amount
of dedicated evaluation staff to assist with increasing input; additional staffing will increase timely
data and survey management, tracking process metrics, impact data (not discussed in this essay),
quality control, and prompts for feedback from non-responsive consultees. CEACR has also
drafted a model to capture outcome metrics including the immediate, short, and long-term impact
of CEACR services.

Since launch, CEACR has pivoted to enhance project fidelity; CEACR activities have
undergone a constant evaluation and iteration process to ensure adherence to scope and achieve
intended goals. To ensure the 30-Day completion of consults, CEACR changed the official
consultation start date to align with the completed “Intake Session” rather than “starting the clock”
upon receipt of the Consult Request Form. We learned that many consultees required a “soft”

intake to learn more about the CEACR process and the appropriateness of services. CEACR also
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needed time to present consultee request info during biweekly meetings with NIH leadership for
review/approval to proceed.

With a total of 45 consultation requests to date, CEACR is on track to average 2.5
consultations per month, signaling a 47% increase in output since launch. CEACR continues to
expand its roster of expertise by increasing the reach and dose of programmatic activities; this
includes extending panel opportunities more broadly through regular outreach to CEAL
workgroups/interest groups and leaning on partner affiliate CCPH to source relevant expertise
from their network of community-based colleagues. In addition to increased effort from colleagues
CCPH, three additional staff members have been added to the CEACR team to assist with project
activities and oversight; additional staff will assist in achieving fidelity upon reaching the project’s
goal of facilitating 3 consults per month.

CEACR services were initially limited to consultees from NIH-funded Covid research
teams and have now expanded the project reach to offer consultancy services to federally funded
research teams working to address health equity more broadly. As the scope broadened, so did the
project reach, and the number of requests increased requiring a prioritization of incoming requests
by finding source and topic/population of focus. Four priority levels were assigned to incoming
requests for services, and all external (extramural) NIH-funded projects relevant to Covid were
prioritized over others. This triaging of requests allowed CEACR to prioritize Covid-related
projects yet continue to serve other research teams requesting CEACR service.

As of March 2023, all consultation requests requiring a panel session have received tailored
expert guidance except for the pilot consultation. CEACR’s first panel session addressed equitable
partner payment practices. This consultation has yielded favorable results that will be published,

has led to a national webinar activity, and will continue to serve as a durable resource to inform
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future requests seeking guidance on this topic. CEACR panel sessions have discussed increasing
inclusive participation in NIH-funded health research including discussions around building
relationships with community partners, community outreach and engagement, recruitment and
enrollment, and research material/asset review for cultural appropriateness. CEACR was enacted
to deploy CEAL resources to assist NIH-funded Covid researchers reach and engaging ethnic and
racial minority populations. CEACR clients represent major academic, medical, and community-
based partnerships leading community-engaged research that touches the lives of millions of
individuals. In CEACR’s first year and 6 months in operation, the consulting arm provided
consults to help NIH-funded research teams increase diverse participation in Covid research
activities. CEACR activities have produced recommendations to help national clinical trialists
reach and engage the anticipated underrepresented populations of focus such as ethnic and racial
minority groups including Hispanic/Latino, American Indian, and Black/African American
individuals (Appendix Figure 16). CEACR increased its reach by hosting additional panel sessions
to address underrepresented groups including older adults/Age 65+, pediatric, pregnant, and rural
populations. This diversity was also represented in the panels themselves. Each of the 15 expert
panel sessions was guided by national representatives from equal parts academic and community-
based backgrounds with most individuals representing CEAL affiliations.

CEACR’s Panelist Orientation helps maintain fidelity and increases the dose delivered
during the panel sessions (Appendix Figure 17). When supporting materials are sent within 48
hours of the session, panelists are better prepared, stay on topic, and offer higher-quality
recommendations serving to increase the activity’s delivered dose. We anticipate that panelists’
contributions to each panel session address the client’s specific asks. When panelists were prepared

to stay on topic, the panel sessions yielded better results and more actionable recommendations.
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Iteration to the panel session display prompts helps ensure fidelity, enhances the delivered dose,
and increases the received dose. When one prompt is displayed at a time, panelists maintain focus
on the question in front of them rather than the complete list of discussion questions. This helps
maintain the anticipated actions by keeping the recommendations/advice tailored to the consultee's
needs yielding recommendations that the consultee will find useful. CEACR panels are curated to
reflect the population(s) at the focus of the conversation. Panelists are invited based on relevant
experience working with the population(s) of focus and/or self-identify with the population(s) of
focus. This helps incorporate a vantage point and perspective in recruitment and outreach strategies
typically omitted from the research process thus enhancing the utility/reach of CEACR services as
well as the dose delivered. CEACR panels reflect a balance of both the academic- and community-
based CEAL expertise needed to advance community-based approaches to research inclusivity.
Diverse panelist representation supports the utility of applying community-based approaches to
improve health outcomes and warrants further tracking per NIH leadership request. A community-
based participatory evaluation (CBPE) approach “advances the importance of bilateral
engagements with consumers and academic evaluators” and may serve as a viable method to assess
community-level reach (8).

In addition to the tracking of panelist demographics, affiliation, and participation trends,
NIH leadership has requested consult data by topic, priority, and consultee. CEACR has developed
dashboards using Microsoft’s business intelligence tool, Power Bl offering NIH leadership
instantaneous access to real-time updates and data visualization functionality (Appendix Figure
14). The dashboard captures CEACR reach detailing repeat customers, populations of focus, topics
of interest, and diversity metrics of CEACR panels to date. The dashboard displays the number of

incoming consults, active consults, and completed consults. These fidelity metrics forecast
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adherence to the project’s scope of maintaining at least three consults per month. This information
helps both CEACR staff and NIH leadership monitor the fidelity of the program, the dose of

services delivered, and the reach of CEACR services.
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6.0 Conclusion and Future Work

Overall CEACR has thus far demonstrated success and impact culminating in two articles
in progress, four poster presentations for the 2023 APHA conference, and an invitation to speak at
a national conference in 2023. The CEACR team continues to evaluate and iterate the consultative
process and workflow to best serve consultee needs. CEACR has discussed implementing a
panelist survey to understand more about the panelist experience. Informal panelist feedback
indicates that most expert panel participants find value in these activities. These conversations
mobilize power and knowledge transfer between researchers, academics, and communities. The
researcher hears from the target demographic. The academic learns more about the lay experience
of research. The community members learn more about the research study and contribute to better
practice. As CEACR strengthens program evaluation and increases the number of metrics
captured, these needs will become more evident. Panelists have informally offered positive
feedback via email suggesting that there is a need for CEACR to develop and disseminate surveys
to capture the CEACR panelist experience (Appendix Figure 7). The inclusion of multiple sources
of feedback can help reduce bias and offers another data source to strengthen evaluation efforts
(8). As the scope of requests expands past the Covid pandemic, CEACR will need to expand its
reach of resources to support inclusive participation in research on topics such as maternal-child
health, climate change, and closing healthcare disparity gaps in primary care.

CEACR is currently applying for its third grant cycle to continue activities in collaboration
with Community-Campus Partnerships for Health (CCPH). As CEACR enters its third year of
activities, NHLBI leadership has introduced a cost-recovery model for repeat users. CEACR
services will no longer be free of charge for repeat customers. CEACR will finalize virtual resource
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packages available at no cost to internal and external end users. These “off-the-shelf” resources
will be made available on the CEAL website and offer visitors best practices on a variety of topics
to support health equity through inclusive participation in research and clinical trials. CEACR
continues to operate under the CEAL umbrella as a consulting service serving the greater goal of
health equity. As CEACR’s diversity and availability of resources increases in reach, the
evaluation of the program must evolve beyond the early implementation phase (14).

This process evaluation highlighted CEACR successes and areas for improvement
indicating a critical need for improved evaluation efforts that successfully measure the dosage of
interventional activities. Improved evaluative efforts that include dedicated staff, a clear activity
log, and continuous quality improvement (CQI) plan will help CEACR identify potential causal
mechanisms for breakdowns in service delivery throughout the grant cycle rather than post-
intervention. A CQI plan will help CEACR build on what is working well and keeps activities
relevant to the larger sphere of health equity efforts. A Plan-Do-Study-Act approach will help
CEACR enact the necessary iterations to process throughout the project timeline enhancing the

likeliness of timely quality improvement efforts (14).
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Appendix Figure 1: Consult Process Diagram with Phases 1 Through 4
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Example of Consult Timeline: ACTIV-6}

ot
INITIAL INTAKE INTERNAL PROCESSING REPORT OUT FOLLOW UP
* Initial consultintake CEACR team response Return of consult « Initial Evaluation Survey
call with ACTIV-6 and and strategy recommendations and «  30-DayCheckln
CEACR teams development, CEAL materials to the . 30-DaySurvey
. Follqw-up clarification resgurce gatherir]g, and ACTIV-6 team + Followup Tasks
emails and responses internal tracking

NI ) National Institutes of Health
‘Community Engagement Alliance

Appendix Figure 2: CEACR Consult Phases 1-4
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2: Asset Map

Appendix B

Qualtrics Dashboard
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Appendix Figure 3: Qualtrics Dashboard Example of CEAL Asset Map Data
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Drafted Asset Maps for CEAL Teams
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Appendix Figure 4: Drafted Asset Maps for CEAL Teams
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* CEAL performed focus groups across the entire state that informed a local publi
relations firm to help develop tailored educational material. Such material was
disseminated through trained CHWs, communitgd advisory boards, AC3COVID1
platform, and through messaging in traditional (statewide) media.

* Community engagement Task Force helped organize vaccine events and provid
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*Youth outreach; CEAL has also begun engaging in larger statewide outreach throt
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Drafted Asset Maps for CEAL Teams (cont.)
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Appendix Figure 4: Drafted Asset Maps for CEAL Team (cont.)
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Appendix C REDCap Intake Forms

Consult Request Form
fage 1
Consult Request Form
Tell us a little about your project, how CEACR can assist, and please provide a follow-up contact for this request.
Thank you!
-CEACR Team
First Name:
{{Person filling out this form))
Last Name:
Email:
{{Email of person filling out this form))
Affiliationforganization:
{{Name of academic institution, center, community organization, etc.))
Location:
{{Which city and state is this project taking place?))
Project Overview:
{{Please include the project title and a brief overview.}}
What are your goals for this consult? How can the CEACR team help?
Who/how should we contact to schedule an initial meeting about this request?
{{Please include name and preferred contact method/info.})
06/21/2023 10:46pm projectredeap.org hEDCap"

Appendix Figure 5: Consult Request Form
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Intake Form

10)

1)

12)

13)

14)

15)

16)

m

Intake Form

Please complete the survey below.

Page 2

18)

Consider the role that research, medical, and academic
institutions have played in culminating distrust in
marginalized communities.

Thank you!
Can you think any examples of how your team can
porate principles of and/or
Date of Meeting research recproaty in your research actities?

Consultee Name:

Examples: advocating against institutional systems of
oppression, acting as a connector to resources and

gatexeepers, supporting community partner capacity
development, and implementing creative solutions to

Project Title:

barriers that meet community
expectations

ged

27) Timeline: Please ndicate general availability ta foflow up.

{When can we follow up? AM, PN, weekly, 2x week)

28) Wiho should we contact to schedule a followup meetng?

[Contacs, preferred methcd, #lemail)

Project Location:

{Address ind. Street, City, State, Zip)

Project Description: Please brefly summanze the
nature of your proj

{Include project aims/goals, communities of focus,
outreach strategies, funding source, etc.)

Partners: Has your team partnered with any
organizations to help reach project goals? Describe
any partnerships.

{Inci. CBOs, FBOs, academic/medical insttutions,
departments, agencies, etc. Do your partners aim to
reach any speofic populations? {ethmic/fancestral
minority, LGBTQ+, rural, older adult, low SES))

Partners: Are you looking to partner with any other
organizations?

Yes
No

If yes, whotwhy?

Viould you be interested in learning about our START program or an Urban League coflaboration?

(May we offer?)
0O Start Program

[ Urban League
[ No, thank you.

0621/2023 10 46pm

REDCap

proiecedcon org

19)

20)

2

k2

.

23)

24)

2

2

26)

Vihich research need are you hoping to address? How do you envision our team helping? Check all
that apply:
{How can we help?)

[0 Engagement: Expand awareness of studyfinitiative, find new partners, develop trustworthiness or research
reciprocity strategies
n

a < 3 strategy
B Retention: Retention strategy, increase volume of retained participants
Other

Need/Request: If other, please describe.

Is your team currently working with any NIH CEAL OYes
(Community Engagement Alliance) Against COVID-19

ONo
Health Disparities sites? {Can CEAL support?)

If Yes, which CEAL Site:

Assets:

What kind of matenals would be most benefical for your team andfor organization? Check all that apply:
{What do you need?)

[ Tangible {literature, posters, handouts)
[ Virtual {web-based informationflinks, sodal media content, online webinars)
[ Connection, contact, andfor introduction (person, organization, service)

Low (within 2 months)
Medium {within 1 month)
O High (within 1 week)
T

Urgency: Please rate the urgency of this requested
consult.

Timeline: How soon would you like to have these resources?

TWhen do you need 1t7)

Timeline: How soon are you avallable to meet again?

062112022 10 46pm proiecuedcon org kEDCap‘

Appendix Figure 6: CEACR Intake Form
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29) Comments/Feedoack: Any additional comments, questions,
or concems?

0521202 10:45gen

{Anything else we hould knowT)

poecssa REDCap



CEAL Panel Interest Form
‘| Confidential

4)

-5

. 6)

CEAL Panel: Interest Form

Pledse compiete the sorvey Below
Thask you!

Narewe

Emad

Phose Nussber

CEAL See Affilistion.

TWHLCH WIH TEAL TCommunity Engagement Aliasce)
mw'l’mmmmm

Ares of Expertise
100 you Consicer youriel! well-verted in dey HBesRA tofec of pegulationds) of focus? )

Assets:
mmlnnmmdwmmmmmmcmuwmmu
Tangitie (Nterdtury, pOsters,

handouty)
Virtus! (web-Sased informationdinky, social meda content. online webrars)
CONNeODon. ComMat. ANAVO INErOduCTION (DErson, Organe iGN, Senvice)

Goneral Avolability
(Mease Indicate your avalabiity for the CEACR comauitative process. )

Ooce » week
Once & mooth
Once » quaner
Orce & somestor
Omhver Avatandity

If Other Avadiabiity, plesse describe:

Appendix Figure 7: CEAL Panel Interest Form
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Internal Consult Tracking Form
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Page 5

Internal Consult Tracking

Please complete the survey below.

f3g2 6

41) Was the consultee referred to the START Program or an ] START Program
Thank you! Urban League? (] Urban League
[ No, none of these
Project Title 42) Assets:
Vinich assets were disseminated? Check all that apply:
(What did the consultee receive?)
Date of Post-Intake Follow-Up [ Tangible {literature, posters, handouts)
([ Virtual {web-based informationfiinks, social media content, online webinars)
[ Connection, contact, and/or introduction {person, organization, service)
—— None
{When was the INITIAL post-intake follow-up call, email, etc?) o
43) Resources/Assets
CEACR Team Review g
{When did the CEACR tearn review the consultee TWich virtual and/or physical assets were used for
information?) this consult?)
Does CEACR need additional Information? 44) Need/Request: Which research need was addressed? Check all that apply:
(How did we heip?)
Q Yes
O No [ Recruitment: hcrease particpation, outreach strategy, cultural awarenessfinclusion
[] Retention: Increase volume of retained participants, decrease loss to follow-up, retention strategy
[] Education: Expand awareness
It yes, what additional information is needed? B Engagement: Finding new community partners, developing trustworthiness or research reciprocity strategies
Qkher
45) Final Recommendations
Initial Recommendations Vinat was CEACR s final feeaback, advice, and or
recommendation?)
{Briefly describe initial feedback given to
comsultes) 46) What resources were recommended? (] CEAL expertise
[J CEAL educational material {fact sheet, one-pager)
(] CEAL webinar content
Date of initial feedback [] CEAL social media content
et (] CEAL marketing material
(When were initial recommendations cormunicated?) [] CEAL website link
[] CEAL contact to Community Partner
Was a referral made? Qe L Oter CEALdetived resouros
No
{Was the consultee referred to any 47) If Other CEAL- derived resource was provided, please
contact/organization?) describe:
Who was consulted/referred?
48) Date of Completion
{Who helped? Who was the referral to? If {Whnen was the consult wrapped up?}
applicable, indicate compensation.)
49) Send Survey?
Was a CEAL {Community Engagement Alliance) Against O Yes
COVID-19 Health Disparities site referenced/involved O No Q Yes
for this consult? {Did CEAL support?) O No
If Yes, which CEAL Site:
062112023 10:46pm profectredcap.org *EDCap" 062112023 10.46pm proiectieccap ey hEDCap'

Appendix Figure 8: Internal Consult Tracking Form

53



Appendix D REDCap Eval Forms

Satisfaction Survey

fage 7

CTSI Services Satisfaction Survey (CEACR)

Please complete the survey below. The survey has 2 sections: one relating to your service itself and another relating
to the potential impact of that service on your awareness and implementation of research reciprocity and trustin
research.

Thank you!

How did you find out about CEACR?

How satisfied were you with the service you received?

() Very Satisfied

() Satisfied

() Neither Satisfied nor Dissatisfied
() Dissatisfied

(O Very Dissatisfied

What resources did you receive from the CEACR team? [J CEAL expertise
[ CEAL educational material {fact sheet, one-pager)
[J CEAL webinar content
[J CEAL social media content
[ CEAL marketing material
[ CEAL website link
[] CEAL contact to Community Partner
[] Other

Other resource:

What was the most helpful piece of information you received from the CEACR team?

Please rate the following statements about research reciprocity and establishing trust in
research. We define research reciprocity as a consideration of what is not only taken from
research participants, but also what is given to them. We define establishing trust in research
as actions researchers can take to promote more trust amongst research partners,
participants, and others in the community.

Low Moderate High
Familiarity with research C & Q
reciprocity before | met with the
CEACR team.
06/212023 10:46pm projectredcap.org hEDCapﬂ

Appendix Figure 9: CEACR Satisfaction Survey

54



Satisfaction Survey (cont.)

flage 8
Familiarity with research O G O
reciprocity after | met with the
CEACR team.
Familiarity with how to establish @] O @)

trust in research with community
partners before | met with the
CEACR team.

Familianity with how to establish @] @] O
trust in research with community

partners after | met with the

CEACR team.

Confidence in deploying O O @]
research reciprocity techniques

before | met with the CEACR

team.

Confidence in deploying O O @]
research reciprocity techniques
after | met with the CEACR team.

Confidence in establishing trust O @] O
in research with community

partners before | met with the

CEACR team.

Confidence in establishing trust O O O
in research with community

partners after | met with the

CEACR team.

Please provide any additional comments or feedback you have about the CEACR service you received in the space
below.

What additional information and/or actionable
rescurces from the CEACR team would be helpful for
your team to meet its objectives?

06/21/2022 10:46pm projectredcap.org *EDCapﬂ

Appendix Figure 9: CEACR Satisfaction Survey (cont.)
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30-Day Survey

Page 9

30-Day Survey

Please complete the survey below. This survey collects feedback on the utility of CEACR recommendations and
the overall experience of the CEACR consultation process.
Your input is greatly appreciated. Thank you!

-CEACR Team

Page 10

Which CEACR Immediate Action Step recommendations were initiated/implemented? Check all that apply. ACTIV - 6
{Pitt)-1

[ Broaden payment methods.

O Avoid "repurposing” and use a word vetted by a community panel.

[ Generate population-specific materials that are vetted by a community panel.

[ Generate social media campaigns specific to populations and appropriate choice of social media based on age
across the lifespan.

Which CEACR Long-Term Action Step rec ions were

{Pitt) - 1

plemented? Check all that apply. ACTIV - 6

[ Consider a non-virtual arm of the study, like mobile vans or landlines.

O Re-budget for future components to match this standard

[ Snowball sampling
[ Marketing on home tests

Which CEACR Immediate Action Step recommendations were initiated/implemented? Check all that apply. ACTIV - 6
{Pitt)-2

O Focus on LGBTQIA+ and rural populations to ensure diversity, inclusivity, and cutcomes data applicability.
[ Consider a Human-Centered Design activity with the research team, SAC, and members.
O Provide educational seminars in the community from local dinicians around research-related topics.

Which CEACR Long-Term Action Step recommendations were initiated/implemented? Check all that apply. ACTIV - 6

(Pitt) - 2

[ Hire a more diverse workforce for population-focused recruitment.
[ Partner with barbershops, nail salons, hairdressers, and faith partners to build an ambassador program.

[ Add local SACs.

[ Consider regional coordination with other studies to strategize and prioritize engagement and recruitment

[ Consider Cross-promoting studies in the region.

Please indicate the reason(s) for not initiatingfimplementing any CEACR recommendations. Check all that apply.

[ Not relevant
[ Unsure how to implement
[ Lack of time

[ Lack of human resources
[ Lack of financial resources
0 Other

Please indicate the reason(s) for not

[ Not relevant

[ Unsure how to implement
[ Lack of time

[ Lack of human resources

O Lack of financial resources
[0 Other

ing any CEACR recor

. Check all that apply.

If Other, please describe:

If Other, please describe:

Which CEACR recommendations were
initiated/implemented? Check all that apply.

O Relay the urgency of the issue for institutional
buy-infsupport for altemative payment models

[ Escrow fund to mitigate any financial burden
imposed by delays in payment processing

[0 Ombuds{man/person) to facilitate the academic/CBO

compensation process

What was the most helpful piece of information you
received from the CEACR team? ACTIV-6 {Pitt)

(O Discussion of Trustworthiness & Research
Reciprocity
O Discussion of Building Trustworthiness
& Reciprocal Relationships with Partners Matters
O Immediate Action Step Recommendations
O Long Term Action Step Recommendations

What was the most helpful piece of information you
received from the CEACR team?

O Information/leads on snowball sampling

{0 Budgeting models for compensating community
partners to assist with recruitment

O How to identify and engage trusted leaders

Which CEACR recommendations were initiated/implemented? Check all that apply.

O Information/leads on snowball sampling

[0 willing to explore different budgeting models for compensating community partners for assisting with
recruitment efforts

[ How to identify and engage trusted leaders

06/21/2023 10:46pm

Which was the MOST helpful suggestion you received
from the CEACR team?

O Relay urgency of the issue for institutional
buy-in/support for altemative payment models

(O Escrow fund to mitigate any financial burden
imposed by delays in payment processin

{0 Ombuds{man/person) to facilitate the academic/CBO
compensation process

projectredcap.ory ﬁEDCap"

Which recommendation did your team find |east useful?

06/21/2023 10:46pm

Appendix Figure 10: 30-Day Survey

O Information/leads on snowball sampling

O Budgeting models for compensating community
partners to assist with recruitment

O How to identify and engage trusted leaders

poiecvedeapors  REDCap’



30-Day Survey (cont.)

Page 11

Which recommendation did your team find LEAST useful?

() Relay urgency of the issue for institutional
buy-infsupport for altemative payment models

) Escrow fund to mitigate any financial burden
imposed by delays in payment processing

{O Ombuds{man/person) to facilitate the academic/CBO
compensation process

On a scale of 1-5, 1 being the least satisfied and 5 being the most satisfied, please rate your
level of satisfaction with the CEACR service provided:

Responsiveness
Availability
Follow-through
Approachability
Relevance of feedback

CO0OQO0O00O~

Actionable items

000000

Q0000 O0w
COO0OCO=
COO0O0C0Ow

Do you need additional information/assistance from
CEACR?

O Yes
O No

Please select the reason for seeking additional CEACR
services:

{O I would like further assistance with the initial
request
O l'would like assistance with a new request

Would you recommend CEACR consultations to a O Yes

colleague? O No

Do you have a colleague you would like us to contact? O Yes
O No

Name

Email

06/21/2022 10:46pm

poiecreapers  REDCap’

Appendix Figure 10: 30-Day Survey (cont.)
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90-Day Survey (Under Edit)

180-Day Survey

Page 12

CEACR would like to know if there has been any additional utility of the provided recommendations for your
project/study. If you agree, a CEACR team member will follow up with a phone call. Please complete the survey

below.

Thank you!

Which CEACR recommendations were initiated/implemented in the last 3 months? Check all that apply.

[ placeholder 1
[ placeholder 2
[ placeholder 3
[ None

Please indicate the reason(s) for not initiatingfimplementing any CEACR recommendations over the last 3 months.

Check all that apply.

[ Not relevant

Unsure how to implement
Lack of time

Lack of human rescurces
Lack of financial resources
Other

[J Not Applicable

ooooo

If Other, please describe:

Overall, what was the most helpful piece of
information you received from the CEACR team?

O placeholder 1

() placeholder 2

() placeholder 3

() None

(O Not Applicable {N/A)

Overall, which recommendation did your team find least
useful?

O placeholder 1

(O placeholder 2

O placeholder 3

) None

(O Not Applicable {N/A}

Are you willing to be contacted by a CEACR team member
for a brief telephone survey?

O Yes
O No

If you're willing to be contacted, please provide the
best # to reach you:

06/21/2023 10:46pm

projectredcap.org

Appendix Figure 11: 90-Day Survey (Under Edit)

58

REDCap’



180-Day Survey

Page 13

180-Day Survey

CEACR would like to know if there has been any additional utility of the provided recommendations for your
project/study. If you agree, a CEACR team member will follow up with a phone call. Please complete the survey
below.

Thank you!

Which CEACR recommendations were initiated/implemented in the last 3 months? Check all that apply.

[ Information/leads on snowkall sampling

[J Willing to explore different budgeting models for compensating community partners for assisting with
recruitment efforts

[ How to identify and engage trusted leaders

[J None

Please indicate the reason{s) for not initiating/implementing any CEACR recommendations over the last 3 months.
Check all that apply.

[ Not relevant

[J Unsure how to implement
[ Lack of time

[ Lack of human resources
[ Lack of financial resources
[] Other

[J Not Applicable

If Other, please describe:

Overall, what was the most helpful piece of () Informationfleads on snowkball sampling
information you received from the CEACR team? {0 Budgeting models for compensating community
partners to assist with recruitment
(O How: to identify and engage trusted leaders
) None
{0 Not Applicable {N/A)

Overall, which recommendation did your team find least { Information/leads on snowball sampling
useful? (O Budgeting models for compensating community
partners to assist with recruitment
{0 How to identify and engage trusted |eaders
(O None
() Not Applicable {N/A)

Are you willing to be contacted by a CEACR team member O Yes
for a brief telephone survey? O No

If you're willing to be contacted, please provide the
best # to reach you:

06/21/2022 10:46pm projectredcap.org *EDCapﬂ

Appendix Figure 12: 180-Day Survey
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Consult Tracker (Excel)

Appendix E

Progress Bar Request Intake C ion Date | Completion Date Priority Status Consultee Consultee_Bucket Type Request
Z021 Priority 1 Complete ACTIV-6 (Duke) ACTIV-B Full (+] Inc. Part.
20eZ Priority 1 Complete ACTIV-6 (Pitt) ACTIV-B Full (+] Inc. Part.
2022 Friority 1 Complete ACTIV-6 [SAC) ACTIV-6 N/A (+] Inc_Part
2027 Pricity 1 Complete CEAL (Texas) CEAL Full Partner Compensation
2022 Priority 1 Complete RECOVER NYU RECOVER Full (#] Inc Part
2022 Priority 1 Complete RECOVER MYU RECOVER Full (#] Inc. Part.
2022 Priority 1 Complete RECOVER MYU RECOVER Full (#] Inc. Part.
2022 Priority 1 Complete RECOVER NYU RECOVER Full (#) Inc. Part.
2022 Priority 1 Complete RECOVER NYU RECOVER Full (#) Inc. Part.
2022 Priority 1 Complete RECOVER NYU RECOVER Full (#) Inc. Part.
2022 Priority 1 Complete RECOWVER NYU RECOVER Full i+) Inc. Part.
2022 Priority 1 Complete RECOWVER NYU RECOVER Full i+) Inc. Part.
Dec. 2022 Priority 1 Complete RECOWVER NYU RECOVER Full i+) Inc. Part.
Dec. 2022 Priarity 1 Complete RECOWER NYU RECOVER Full i+) Inc_Part
Dec. 2022 Priarity 1 Complete RECOWER NYU RECOVER Full i+) Inc_Part
2022 Priarity 1 Complete RECOVER VCU RECOVER Full i+ Inc_Part
2022 Priority 1 Complete RECOVER VCU RECOVER Full (+] Inc Part.
2027 Pricity 1 Complete CEAL [Listening Sess ) CEAL Rapid Req. to facilitate
2022 Priority 1 Complete CEAL [Listening Sess.) CEAL Req. to facilitate
2022 Priority 1 Complete CEAL (NC CEAL) CEAL Rapid List of CEAL-affiliated efforts
2022 Pricrity 1 Complete CEAL [CETAC) CEAL Rapid CE Toalkit
2022 Priority 2 Complete IMPROVE WG CEAL Rapid Asset Map Reguest: List of CBC
2022 Priority 2 Complete MH-CIP CEAL Rapid Asset Map Process/Req. to Facili
2022 Priority 1 Complete ACTIV-6 (Duke) ACTIV-6 Rapid Workshop Speaker
2022 Pricrity 1 Complete NHLBI CEAL Rapid Speaker Reguest
2022 Pricrity 1 Complete CEAL CEAL Rapid Speaker Request: Covid mitigation L
2022 Pricrity 1 Complete CEAL CEAL Rapid Speaker Request: Holiday safety, Spani
2022 Priarity 1 Complete CEAL CEAL Rapid HHS Interview Content
20eZ Friarity & Complete Kennesaw State University (K5U) University Rapid (+] Inc. Part.
7057 Priority 1 Complete LB CEAL Repid Survey Tools
2022 Friority 1 Complete RECOVER NYU RECOVER Rapid [=) Inc_Part, Survey Disseminat
Jan 2073 Pricity 1 Complete CEAL [Arkansas) CEAL Rapid Partner Compensation
2023 RECOVER NYU (On HOLD per Consultee] RECOVER {+) Inc. Part.
March 2023 OCHIN/NCPCR CEAL Awaiting consultee response
February 2023 Priarity 2 Complete NCPCR CEAL Rapid Request for Asset Map data
17-Mar-23 May 2023 Priarity 2 Complete Full (+] Inc. Part.
24-Jan-23 24-an-23 April 10, 2023 Priarity 2 Complete Full (+] Inc. Part.
24-Jan-23 24-Jan-23 April 10,2023 Priority 2 Complete Full (+) Inc. Part
3/9/2023 3/27/2023 Priority 1 In Progress ACTIV-6 (Duke) ACTIV-6 Full Return of Value (Community-bas
3/21/2023 3/27/2023 une 2073 Pricrity 1 Complete Home Test to Treat Extramural Full Increase minority part_CEAL PC
3/9/2023 3/27/2023 Priority 1 In Pragress ACTIV-6 (Duke) ACTIV-6 Full Return of Value [Researcher PC
3/10/2023 3/16/2023 Pricrity 2 In Progress Pediatric Trials Network Extramural Full Partner Compensation
3/10/2023 3/16/2023 Priarity 2 In Progress Pediatric Trials Network Extramural Full Partner Qutreach
3/21/2023 3/27/2023 June 2023 Prioritu 1 Complete Home Test to Treat Extramural Full Increase minority part._TTT PO
4/5/2023 5/5/2023 Priority 1 Pending Approval RECOVER_UCSF RECOVER Full Long Covid, Maternal/Ch. Health

Appendix Figure 13: CEACR Tracking Spreadsheet
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K L M N o B Q R
Request Focus Panel Internal Debrief Date notes, recordings, etc.) Panel Topic Panelists Identified Date| FindTime Poll created/sent
{+) Inc. Part. Undersersed Fop. Y
{#+) Inc. Part. Undersemed Pop.
{#+) Inc. Part. Undersemed Pop.
Partner Compensation TrustworthinessiFecipracity
{+) Inc. Part. Long Cowid, Latin:
{+) Inc. Part. Long Covid, IndigenousiTribal
{+) Inc. Part. Long Cowid, Age 5+
{+) Inc. Part. Long Covid, Committes Reps.
(#) Inc. Part. Long Cowid, Covid [+] Pregnancy
{#) Inc. Part. Long Covid, Pediatric
(+) Inc. Part. Long Covid, Covid f+] Pregnancy, Latin
(#) Inc. Part. Long Cowid, Pediatric, Lating
{+) Inc. Part. Laong Cowid, IndigenousiTribal
{+) Inc. Part. Long Cowid, Elack, African American
{#+) Inc. Part. Long Cowid.Lating
[+) Inc. Part. Long Cowid, Rural
{+) Inc. Part. Long Covid, CE Best Practices
Req. to facilitate CEOs
Req. to facilitate CEOs

List of CEAL-affiliated efforts

Community Health Workers

CE Toolkit

CE Best Practices

Asset Map Request: List of CBOs

Matermal Health

Asset Map Process/Req. to Facilitate

#isset Mapping

Workshop Speaker

Underserved Fop.

Speaker Request

Long Covid, Gender

Speaker Request: Covid mitigation updates

Covid mitigation

Speaker Request: Holiday safety, Spanish fluency

Covid mitigation, Lating

HHS Interview Content

Besct Practices Incl. Participation

[+) Inc. Part.

Maternal Health

Survey Tools

sceine Hesitancy, Pediatric, Caregiver

=|z[z|z|z|z|=z|=|=(=|=z|=|=|=|z|=|<|=<|=< == |=<|<|<|<|<|<|<|<|<|[<|=<

{+) Inc. Part., Survey Dissemination Long Covid
Partner Compensation TrustworthinessiFesipracity
{#) Inc. Part. Lating
iting Itee response
Request for Asset WMap data Primary Care N
{#+) Inc. Part. Undersemed Pop. Y
{+) Inc. Part. Low SES Y
[+) Inc. Part. Low SES Y
Return of Value {Community-based) Y
Increase minority part._CEAL POV Inclusive Fart. Y
Return of Value [Researcher POV) Y
Partner Compensation Y
Partner Outreach Y
Increase minority part. TTT POV Inclusive Part. Y

Appendix Figure 13: CEACR Tracking Spreadsheet (cont.)
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ion ions report sent
Date Panel Completed completed to consultee D 42 satisfaction 30-Day 90-Day 180-Day Impact Interview pending ogre ple -

Tailored Recommendations Complete Complete 4 4 38
Tailored Recommendations Connection to Partner Complete Complete

Tailored Recommendations Complete

Tailored Recommendations Complete Complete

Tailored Recommendations Complete

Tailored Recommendations Complete

Tailored Recommendations Complete

Tailored Recommendations Connection to Partner Complete

Tailored Recommendations

Tailored Recommendations

Tailered Recommendations

Tailered Recommendatians

Tailored Recommendations Priority 1

Tailored Recommendations ACTIV-6 5
Tailered Recommendations RECOVER 16
Tailered Recommendations CEAL g
Tailered Recommendatians Other 7

CEACR Facilitation

CEACR Facilitation

Resource List

Resource List

Resource List

CEACR Presentation

CEACR Presentation

CEACR Facilitation

Speaker

Speaker

CEACR Facilitation

Resource List

CEACR Facilitation

Resource List

Tailered Recommendatians

CEACR Facilitation

Tailored Recommendations

Tailored Recommendations

Appendix Figure 13: CEACR Tracking Spreadsheet (cont.)

62




Appendix F

CEACR Dashboards (Power Bl)

Completed In progress Upcoming Total
Consults Consults Consults Consults
Chart 1: Consults by Year (Total) Chart 2: Consults Status Breakdown (Total)
Priority ® 1 ®2 @4 » Count of Consultee Priority ®1 @2 #4 » Count of Consultee
~ 30 40
30
30 | 35 |
25 ﬂ
25 30
20

20

20
15
10

10
3 2 4

1 u n
o )
2021 In Progress Upcoming
Status

Appendix Figure 14: CEACR Dashboards (Power BI)
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CEACR Dashboards (cont.)

: Total Expert Total Expert Total Consultees :
Panels Panelists Consultees Bucket
: Chart 4: Consultees Distribution by Sites (Overall)
: Chart 3: Panelist Affiliation Distribution
University 4 (9%) —
Non-CEAL Academic :
8(13%) MNon-CEAL Community
24 (40%) Others 5 (11%)
:  RECOVER
: CEAL-Comm... 16 (35%)
10 (17%)
ACTIV-6
6 (13%)
Others:
. MCRU_NINDS,
. Home Test to Treat
CEAL-Academic | . Pediatric Trials
18 (30%)

CEAL 15 (33%) — Network

Appendix Figure 14: C EACR Dashboards (Power BI) (cont.)
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CEACR Dashboards (cont.)

CEACR Active Consults - Jun 2023

Completed In progress Upcoming Total
Consults Consults Consults Consults
1 4 4 9
Chart 5: Consults Status Breakdown (Jun) Chart é: Consultees Distribution by Sites (Jun)

Priority ®1 @2

UIUC 1 (11%)

- ACTIV-6 (Duke)
2 (22%)
RECOVER_UCSF
1(11%)
3
2 RECOVER_NYU
1(11%)
! OCHIN/NCPCR :
1(11%) Pediatric Trials Network:
) 2 (22%) :
Home Test to Treat
Upcoming Complete 1 {1 1 %}
Status

Appendix Figure 14: EACR Dashboards (Power BI) (cont.)
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CEACR Dashboards (cont.)

: Cumulative CEACR Active Consults Jun
' Completed In progress Upcoming Total Completed In progress Upcoming Total :
Consults Consults Consults Consults Consults Consults Consults Consults :
38 4 4 46 1 £ £ 9
Chart 2: Consults Status Breakdown (Total) Chart 5: Consults Status Breakdown (Jun)
Priority ®1 @2 o4 Priority @1 @2

40

2
10
]
=
2
Complete In Progress Upcoming N Complete In Progress Upcoming
Status Status

Appendix Figure 14: EACR Dashboards (Power BI) (cont.)
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CEACR Dashboards (cont.)

Jun CEACR Active Consults - Month to Month May
Completed In progress  Upcoming Total Completed  In progress Upcoming Total
Consults Consults Consults Consults Consults Consults Consults Consults :
Chart 5: Consults Status Breakdown (Jun) Chart 7: Consults Status Breakdown (May)
Priority ®1 @2 Priority ®1 @2

&

4
5
3
4
2 3
2
1
1
0 0
Complete n Progress Upcoming Complete In Progress
Status Status

Appendix Figure 14: EACR Dashboards (Power BI) (cont.)
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Sample Recommendations

Alar: Senior Leadership within the
Institution of urgency

Chancellor af Besea:
Mini-grants through Vice:
Research affice or welkestablished

community partmer.

Resources

CEACE Speaker Series- Succeszful
Comeunity-Engaged Recearch:
Humanizing Inzttutinal Procezses
For Obfering Proper Partn:

Fundsmentsis of the NI Grant - -
1 Heed to Know Resource: =

Immediate Action Steps §

Inchude community partnes
P

i pre- and poci-award administrative proceszes
kg From e beginicg
e

- J
+ Trackal partnere seoenditr
e pacenuck for czuracy piar o submizzion

Fiscal Equity b

+ urgene
Faliate  meeting wf Senior
Leadership
Leadership Buy-In
And how to
measure IMPACT?

Barriers Facilitators

* Communication g0z
L

Shared deci:
Bartner:’ fizeal cxparity Eariy and timely.
Lack 2

Bartner procerze:, pracedurez., partmer:
nd nesds « Enzaement theoughout pre-
 Complex adminiztrative P —

procesze:

Develop flexible infrasiruciure to b pay
+ Inchde ical adinitrstoesin evelopmen of proced,
+ Cancider pravi v

Embrace equitsble pawer-sharing with community partnerz

Apply the principles of partnerzhip when deveioing sdministrative proce:

18

Appendix G

Neutra

navigators
Instsusion| samian| Cammunity

* Alieviate the adminetrace urden for
Both partie:

. b

Ombuds
{-man, -person)

Post-Award Onboarding for Community Partners:
Moving a Budget from Fiction to Reality

Proposal accepted!

Community Partner
receives funds!

Excrow fund (<55,000)

Escrow Fund

Post-Award Onboarding for Community Partners:
Moving a Budget from Fiction to Reality

Propasal accepted!

Subcontract
executed!

Invaice
submitted

Appendix Figure 15: Sample of CEACR Recommendations
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Mini Grants (<$5,000}

Mini-Grants S

)

Cost Reimbursable Cash Advance

Subcontract
build out R + Funds available up front for
rutices b remsurs furds e
§ - + Higher rik for Inzetusion
o REELEE o + Higher level of serutiny and
Pariner to-caver ugfrort coctc e
1o . Several solutians o reducing " dependine on'the e
nvoice = tar depending onthe fne items
spproved = requezted [participation
- Community [l toends va. cadtz)
Partner receives e
funds!
B 15 a*




Appendix H

CEACR Success

MATERIAL AND ASSET

CEACR Success Stories REVIEW

Partner with RECOVER to be a
voice for people with COVID
in your community

User: RECOVER

Focus: Cultural
appropriateness of
outreach materials
(Spanish, 65+, AI/AN)

RECOVER is looking for £
people to become Patient, P . What is RECOVER?

Caregiver, and Community \ SECOVER i w roumarch pacject that aiwa 1o leasm sbort the Jsog-serm haskh efieces of
Representatives for 4 COVD), called Lang COVID. RECOVERS gosl 1t 10 battee understand, provent, sed ant

3 2 Lang COVIL. 1t i & natiowwide profect hunded by the Nancrad inetntes of Maa ks (N
American Indians/Alaskan o

Natives (Al/AN).

Who can be a RECOVER Patient, Caregiver,
and Community Reprosentative?
Resreancantives e peosle wha
* Have Leeg COMD

Have & {andly et o choss Wand with Lasg COMD

Recommendations
oo ol v s kv + Easy-to-Understand
of CONMD or COVID+wiamed problema, sech as AJAN .
s e * Reading Level

+ Clarify Nature of Trial

1 shar 1) thet wrme wrce

#: RECOVER What will Representatives do?
) gt

4 e e 0 v e e

Rocresechation w4k Hates, bk, arel shae thew Soughts with
RECOVER rosonchurs For anample Buprosertanes wil

RECOVERcovid.arg

Arzead aed B5zen 3 weatihgs with SECOVER growps

vt give foedback to wpmove SECOVER vtadien

owiedge wed parsont] exparience with COVD

Appendix Figure 16: Examples of CEACR Success
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Impact:
» Adjusted materials

* Requested consults for
other demographics



CEACR Success (cont.)

TRIAL RECRUITMENT
AND ENROLLMENT

CEACR Success Stories

Immediate Action Step Recommendations:
User: ACTIV-6

Focus: Enroliment
matches prevalence of

COVID iliness
Recommendations
* Inclusive language
* Non-web outreach
* The Pitt ACTIV 2D team has offered to
partner with the Pitt ACTIV 6 team to * Partner W/ trUSted
coordinate and collaborate on community comm unity members
engagement best practices.
BIG IMPACT * Nationally-the NIH should consider
i+l establishing regional quarterly sessions for .
Opportunity!! all the large funded clinical trials to connect ImpaCt'
ani collaborate. * Implemented recs at
* Pl session . . .
* Engagement team sessions " PIttS burgh tl’la| Slte
/ + Showcased recs at
an 2 national -level 71

Appendix Figure 16: Examples of CEACR Success (cont.)
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Expert Panel Orientation Slides

Community Engagement
Alliance Consultative Resource
(CEACR)

Expert Panelist Orientation

stos of Health

The CEACR Panel

CEACR Panels convens expert consultants to deliver virtual guidance to NIH-

funded research teams on topics such as:

@ Educational content development
+ Tailored anal F outreach and enroliment
% Review of promational assets and recruitment materizls
% Fiscal prectices to support partners
% Identifying and onbozrding community partners and advisars

gies

Appendix I

Agenda

Introduction to CEACR
% Meet our team
+ Goals & core services
The CEACR Consult
4 What to expect
The CEACR Panslist
© Role & responsibilities
© What makes a good pane
© Compensation

2~¢, Community.-Campus
o }!lr!r\:rlhlp‘ for Health

C i Alliance Cq Resource (CEACR)

Corene tailored Expart
iegrate PrINCAIOS of
irustworthiness and

thraugh tools, ch reciaracity
experts including CCPH) braining through ex
0 promote Inclugive: matsrizls, + guittance o eq
Participation and rasaurces praciicesin research

1o the

research opportu

74

CEACR receives a consult request from an NIH-funded research team via the

Reguest Form.

the request and contacts patentiz] panelists based on
background and exper

3. CEACR schedules and facilitates 2 1-1.5 hour virtusl meeting with the

consultes and 34 expert panelist
CEACR team compiles resources and recommendations gleaned from consult
and delivers final summary to consultee

Lol

75 *

Consult Participants

‘Wheo attends the consult session?

4 CEACR Facilitator

% CEACR Notetaker

++ Representat

+ 3-4 expert panelists representing community and academic perspectives
{varies by session)

& NIH Dbssrver [occasionzl)

rom consultes research team

76 *

Post-Consult Follow-up

What happens after the consult?

% CEACR team uses human-centered design process to identify and cluster
major themes from the consult

4 Themes are used to generate short- and long-tenm action items

% CEACR team shares themes, action itams, and supporting resources with
the consultee during 2 virtuzl follow-up meeting

% CEACR team callects post-consult feedback and outcomes

m conzultee

wia survey

The CEACR Panelist: Roles and Responsibilities

What Makes a Good Panelist?

What Makes a Good Recommendation?

Why Your Voice is Important

Panelists may include: Panelists are expected to:
Community Leader

Lived Experience Exgert:

CEO Parinerz

CEAL team Rezearch Azziztantz (RA)
CEAL team Principal Investigators [P}
CEAL team Co-lnvestigators (Ca-)
Other identified expert:

LR R

requect/tapic

< Enthusiastic and willing to share lived experience/expertise
ns closely and engages attentively

& Offers honest critique in a respectful, constructive manner
ive to the complexities of community-engaged research

anfidentiality

4 Sen:

4 Respect

% Concrete, actionable steps to help achizve a defined outcome:
< Tools or assets that fill 2 resource gap

4 Personal narratives or stories that highlight key concey
% Accessible options tailored to unique contexts

‘Community leaders and lived experience experts:

@ Elevate voices and perspectives often overlooked in research

& Increzse community participstion in the ressarch process

% Foster open dizlogue and trust-building betwesn communities znd institutions
@ Enable reciprocity and sharing of benefits with communities

Academic experts.

% Share community-engaged research best practices and
4% Foster connections to institutional rescurces and as:
4 Provide critical guidance on administrative and IRB processes L}

Appendix Figure 17: Expert Panel Orientation Slides
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Expert Panel Orientation (cont.)

Compensation

% Panelists receive $100/hr in recognition of your time (includes pre-
consult prep work)

.

<+ Submit W-9 and CEACR Panelist Payment Form to the securs dropbox. Th a n k You !

"
National Institutes of Mealth
- 5] emanbondatmmemehd i
A v o -

Appendix Figure 17: Expert Panel Orientation Slides (cont.)
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