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Introduction

» Professor of Clinical Psychology, College of Nursing at the University of
ILllinois at Chicago

 Co-director of the Recruitment, Retention, and Community Engagement
Program (RRCEP) at the UIC Center for Clinical and Translational Science
(CCTYS).

« Research interests are on identifying determinants of cancer-related health
disparities with a focus on African American and LGBT populations.

* My current research focuses on the use of community-based and culturally
targeted health promotion interventions to reduce risk factors associated
with cancer disparities including smoking cessation treatments.



» The purpose of this presentation is to describe the formation, operation,
and evaluation of a community engagement advisory board (CEAB) that
serves as a resource of the University of Illinois at Chicago’s (UIC) Center for
Clinical and Translational Sciences (CCTS).




Opening Voice: The Value of Community Engagement

“It’s really important, | believe, to be the voice of those that
we don’t usually hear. That’s the residents. That’s the people

in the community who we are trying to impact their lives. I’'m
here, speaking not only for the university but I’m really an

advocate for community residents.”
- CEAB Member




Background

* Since 2006, the National Institutes of Health (NIH) has supported the Clinical and
Translational Sciences Awards (CTSA) program which are designed to improve public
health by translating basic science findings to clinical and community settings.’-2

« Community engagement is central to the mission of the CTSA program.3

* The focus on community engagement was in response to several key factors:
= increasing health disparities*?
» the length of time required to translate research into practice®
= failures in recruiting for clinical trials’
= difficulties in moving from efficacy to effectiveness research.’



Definition of Community Engagement

« Community engagement can be understood as a process aimed at
establishing “collaboration between institutions of higher education and
their larger communities for the mutually beneficial exchange of
knowledge and resources in a context of partnership and reciprocity.” 8

At its core, community engagement seeks to achieve equitable,
meaningful, active community participation in all phases of the research
process.’




Benefits of Community Engagement

 Benefits to the research endeavor:10,11

* increased relevance and appropriateness of research questions and
approaches

« higher participation rates
* increased external validity
» decreased loss to follow-up

 Benefits at the community level: 12

« community engagement can lead to improved health and health
behaviors among disadvantaged populations.

« development of individual and community resources and capacity




Community Engagement: Voices from the Community

Examples of benefits for the research endeavor:

“What the committee has shared with these researchers is really from the perspective of
the community. Understanding the culture, understanding the language, understanding

what will work, what won’t work, and voicing that, so that the investigators can listen to
[understand] what we’re saying.’

“They [researchers] wanna know how we feel and how do they access your community.
[CEAB members can] Be that lgatelgeeper. Tell ‘em what language to use. Who should
come to the alley [potential [ocations for recruiting participants]. How you should

present it [the objectives of the research study], you know? | hope we get it across here
to the researchers.”

Examples of community benefit:

“When | walk out of here some days, I’m thinking like, “Man, they’re really lost in terms
what they’re trying to do.” Then | walk out of some meetings. They’re right there.

0
lee.y’re almost there. They’re doing some really good stuff. It’s [the project] going to
be impactful.”

- CEAB Members




Community Advisory Boards

* The establishment of community advisory boards is a proven
strategy for increasing community engagement in research.3

« Community advisory boards (CABs) are typically homogeneous groups
assembled from a particular community for a particular research
project.

« Community engagement advisory boards (CEAB) differ from a CAB in
several important ways:

» they advise on a range of research issues across a variety of research
protocols.’

* may also differ in the diversity of types of expertise on the board (lay
community members, leaders of community organizations, research staff, and
researchers)

 developed for the purpose of bidirectional capacity building.®




Function: RRCEP CEAB

* In 2009, the UIC CCTS established the community engagement
advisory board (CEAB) as a working group within the
Recruitment, Retention and Community Engagement Program
(RRCEP).

* As a core component of the RRCEP, the CEAB was developed as
a resource to support and advise researchers at UIC who
engage in community, clinical and translational science.



Function: Over of CEAB Program

 The CEAB is a free consultation service provided to UIC faculty, fellows
and students.
« The CEAB board is overseen by:
 two faculty co-directors of the RRCEP

 a staff member that is the point of contact for researchers and CEAB
members

« a former CEAB member who serves as the community-academic
liaison.

Community Engagement Advisory Board #1, September 2014 Community Engagement Advisory Board #2, September 2014 Community Engagement Advisory Board #2, October 2016



Operations: Board Formation and Composition

* There are two standing CEAB boards that meet on alternating months.
« Each board has approximately 15 members who serve three-year terms.

 Members include directors and providers of respected CBO’s, patient and
community advocates, faculty, research staff, IRB members, representatives of
national organizations and city government.

A deliberately chosen mix of academic and community representation ensures
that each consultation can be evaluated in terms of scientific merit,
community relevance, importance to patients, and human subjects concerns.

* The current composition of the CEAB membership is 64% community based
and 36% academic researchers (n=31).




Current Composition of CEAB Committee (N = 31)

Type of Expertise
» Health disparities
» Social justice and

Populations Represented/Served
» Racial/ethnic minority groups
» LGBT populations

» Disability communities advocacy
* Low-income  Community engagement
* Immigrant * Research methods
' CEAB Members ‘
Community Areas Serviced Professional and Community Roles

» 45% of all Chicago
community areas
represented

« Lay community members

» Academic researcher or staff
« Community or social services
* Local government




Operations: Onboarding and Training

Voices from the Community:

“Coming in cold, and not really having training — | kinda had a sense,
but I didn’t really know what the expectation would be of me,
personally. What can | bring? What can | share? What could | possibly
add to the conversation?”

- CEAB Member




Operations: Onboarding of New Members

« All members are provided with introductory training sessions.

* The training includes:
 a lay orientation to the research process
» research terminology
* types of research approaches
 principles of community engaged research
« ethical considerations and human subjects training

 |n addition, we orient members to the format and expectations of the actual
consultation sessions and provide organizational items such as binders,
action pages and consultation abstracts.



Operations: Rapport Building and Continued Engagement

« Ongoing communication and rapport building with the CEAB members is
essential to the success of the consultation program.

« Communication via email and phone occurs on a regular basis, including
save-the-dates, meeting reminders, meeting preparation materials, and
thank you cards.

 Members are also notified about university events and share with one
another information about organizational and community events.

* Individual members and/or subgroups are invited to participate in other
consultation activities when specific expertise is needed (e.g., forming
collaborations with immigrant organizations).



Operations: Outreach to Campus Researchers

« Arange of activities are used to advertise the CEAB consultation service.

* Interested researchers can directly request a consultation via the
CCTS webpage.

 Staff also send out direct advertisements for the service using faculty
listservs.

 Promotional materials are also included at all relevant CCTS
activities.

» Referrals from consultees or from directors of other CCTS programs.

Service Cores / Recruit




Operations: Format & Management of Consultation Meetings

« CEAB consultation meetings last about 2 hours and typically include 1-2
consultations of 30-45 minutes each.

« At each meeting, breakfast is provided, parking is complimentary, and
$50 gift cards are provided for services rendered.

 Prior to the first consultation, CEAB members have refreshments, check
in with other CEAB members, and are oriented to the meeting agenda
and upcoming consultation sessions.

 For each consultation, the researcher gives a brief presentation using
slides to provide an overview of the study goals and objectives and to
highlight the 2 or 3 key questions for the consultation.

* Members ask clarifying questions, engage in discussion regarding the
consultation issues and offer recommendations to the researcher.



Operations: Pre-Consultation Preparation of CEAB Members

« Areminder email or text is sent to CEAB members 2-weeks prior to meetings.
 To facilitate pre-meeting preparation, the CEAB members are emailed the
following information one week prior to consultations:
* the meeting agenda

« an abstract summarizing the research problem and reason for the
consultation

» two-three specific consultation questions to consider
 any additional supporting materials (i.e., recruitment flyers) provided by
investigators.

* Printed copies of all materials are also made available for members at each
CEAB meeting.



Operations: Pre-Consultation Preparation of Investigators

Voices from the community:

“I’ll say, very respectfully, sometimes |I’ve seen the expressions on

some of the [faces of] investigators [are] like deer in headlights. |
really have. | say that in all due respect.”

“They don’t understand some of the things [about community
engagement] that we take for granted.”




Operations: Pre-Consultation Preparation of Investigators

« CEAB staff work very hard with investigators to increase consultation
readiness.

» Following a request for a CEAB consultation, the investigator first
completes an abstract that concisely and in lay terms describes their study
goals and the specific focus of the consultation.

* This abstract serves as a valuable tool for the CEAB members to learn
about the research and to prepare for the meeting.

Your research — in 200 words or less, and in lay terms, please describe your overall program of

Your focus — in 200 words o less, and in lay terms, please describe what problem(s) you seek (o
address in this research study:

What are the key terms and definitions for this research study?

in one paragraph and in lay terms, briefly describe your study methods:

What types of study participants are you 10oKIng for, Ie. your ehgibility requirements?

What are the anticipated benefits of your research to the community




Operations: CEAB Consultation Abstract

ABSTRACT

* Introduce researcher
» Describe project
* Key terms

« Study objectives and
methods

« Participant criteria
« Community engagement

e Consultation Questions

CENTER FORCLINICAL
AND TRANSLATIONAL SCIENCE

Community Engagement Advisory Board | DATE

Your name and title:

Title of your research study:

What is the funding source of this study, or what funds will you be seeking?

Your research — in 200 words or less, and in lay terms, please describe your overall program of
research and how you came to be involved in this area of research:

Your focus — in 200 words or less, and in lay terms, please describe what problem(s) you seek to
address in this research study:

What are the key terms and definitions for this research study?

In one paragraph and in lay terms, briefly describe your study methods:

What types of study participants are you looking for, i.e. your eligibility requirements?

In what community areas will your study be implemented?

What are the anticipated benefits of your research to the community?

Please list the specific questions in which you seek input from the CEAB board?
1.
2

The University of linois ot Chicogo Center for Chnical and " Soence iz supp Dy the Notw Center for
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Operations: Investigator Presentation of Research Project

* |Investigators are required to complete an abstract and standardized
powerpoint

Investigators are coached if their abstract and/or powerpoint are not targeted to a lay
audience. X

* The template for the powerpoint presentation includes:

title and introduction of researcher (why focus on the specific research topic)
problem area focusing on (big picture of what this research will contribute to)
specific aims of the study

population interested in recruiting and WHY

methods

potential benefits to the individual participants, community at large or patient
populations

specific consultations questions

» Goal is to keep the presentation brief (< 10 slides) to allow for questions
and discussion.



Operations: Post Consultation Procedures

 Staff members take detailed notes that are given to investigators:
» key recommendations
« potential community collaborators
 pertinent websites, email addresses and phone numbers
« 2 weeks post consultation, staff members contact the researchers to ask if
they need an additional individual consultation to review the

recommendations of the CEAB members and to develop a specific plan of
action.

* Investigators are also invited back to the CEAB for further consultation, to
provide an update on their research (this is strongly encouraged) and/or to
seek input from the board members on a new research project.

« CEAB consultees are also asked to complete a web-based satisfaction
questionnaire immediately after their consultation.




Number and Types of CEAB Consultations Provided

* From October 2009 - January 2017, N = 123 consultations have been provided
to UIC investigators from 17 different departments, institutes or colleges.
« Consultations have fallen into the following categories:

1) reviewing recruitment materials and providing advice on recruitment and
retention of a wide variety of patient populations (14%);

2) recommending modifications to measurement tools to make them
culturally appropriate for specific ethnic groups (13%);

3) reviewing research protocols to provide advice on components involving
recruitment and community partnerships (55%);

4) recommending appropriate means of disseminating research results
(13%); and

5) advising on the development of community advisory boards (5%).



Evaluation: Investigators

 Asatisfaction questionnaire was developed in collaboration with the
Evaluation and Tracking (E&T) team to survey investigators receiving a
CEAB consultation.

* Online surveys are sent via email to investigators immediately after the
CEAB meeting and at one-year follow-up to obtain feedback regarding
the satisfaction and effectiveness of the consultation services received.



Evaluation: Consultee

The questionnaire has been sent to 117 consultees and return surveys were
received from a total of N = 91 investigators (response rate 78%).

Table 1: Community Engage

ment Advisory Board Initial Consultee Evaluation (2009-2017, N = 91)

Survey Question Yes No Not at all A little Moderate A lot A Great Deal
% N N % N % N % N % N % N %
Preparation and Expertise

Sufficient information to review your research 92% (84) || 8% (07)

Sufficient expertise on the topic || ~——— || - 1% (1) 5% (4) 25% (23) 43% (39) 26% (24)
Able to identify ways to improve your research || -----——- || ----—-- 0% (0) 2% (2) 7% (6) 40% (35) 51% (45)
Benefit of Consultation

Suggestions were helpful || s ] 2o 0% (0) 5% (5) 16% (15) 38% (34) 41% (37)

Likely to implement the suggestions || = || -———--- 0% (0) 1% (1) 11% (10) 30% (27) 58% (52)

Likely to make changes in your future research || ----—--- || -——---- 0% (0) 1% (1) 14% (12) 47% (40) 38% (33)

Feel consultation improved your research 88% (78) || 12% (11)

Overall Satisfaction with Consultation

Level of satisfaction with the CEAB consultation || ----—--- || -———--- 0% (0) 1% (1) 5% (5) 35% (32) 59% (53)
Level of satisfaction consultation service || - || ----—-- 0% (0) 0% (0) 1% (1) 21% (19) 78% (70)
Future utilization of CEAB Services
Return for another consultation 93% (85) || 7% (6)

Recommend a consultation to a colleague 96% (87) || 4% (4)




Voices from the Community: Provide Feedback

CEAB members discussed that they would like to hear how investigators
evaluated the consultations in order to refine the feedback they are
providing and to determine whether additional types of expertise should
be sought for inclusion on the advisory board. As they stated:

“It would be nice to have some type of evaluation of our service,
whether it’s useful or whether it’s not. If there some other way that
we can improve it would be nice to know that. Otherwise, we’re just
hitting, taking aim in the dark.”

“Well, sometime | feel | talk a lot here. I’m not sure how often it’s
effective”.




Evaluations: CEAB Member Experiences

A total of 106 respondents across all years completed a survey of their experiences
providing CEAB consultations.

Table 1: Community Engagement Advisory Board Member Survey (2010-2016, N = 106)
Survey Question Yes No Not at all | Slightly | Moderately Very Extremely Not Sure
% N N % N % N % N % N % N % N %

Benefit of Consultations Offered
How helpful are consultationsto | ————- | —==——- 0% (0) 0% (0) 6% (6) 36% (38) | 54% (57) 4% (5)
researchers
Do consultations improve a researcher’s | --—————- | ————-- 0% (0) 3% (3) 6% (6) 46% (49) | 34% (36) 11% (12)
project
Recommend a consultation to a 98% (104) | 2% (2)
researcher

Overall Satisfaction with CEAB
membership

Feel welcome as a member | =———— | —==——- 0% (0) 0% (0) 3% (3) 34% (36) | 63% (67)
Feel comments arevalued | == | —==-—-- 0% (0) 2% (2) 10% (11) 64% (67) | 24% (25)
Level of satisfaction with membership | ~——-—-—-—- | —=-——- 0% (0) 0% (0) 2% (2) 41% (44) | 57% (62)
Plan to continue as a member 91% (98) 2% (2) 7% (8)

Increased Capacity as a Result of
membership

How much have you learned @ | ————— | -==—-- 0% (0) 1% (1) 15% (16) 40% (42) | 44% (47)

Have you been able to apply new 79% (82) 13% (14) 8% (8)
information to your setting

Have you been able to make new 51% (49) 29% (28) 20% (20)
community linkages*

Have you been able to expand your 76% (72) 11% (10) 13% (13)

networks*




Evaluation: Benefits of CEAB Membership

» Contributed to an increase in personal knowledge:

“Individually and, I think, for the community, the research projects have ogten time
informed me of the latest scientific theories about treatment and so on, about things that
are associated with positive outcomes.”

« CEAB members felt that their involvement increased their capacity to bring
resources to the communities and organizations that they represent:
“For the years I’ve been here, its allowed me to be able to take back of lot of what is going
on in the UIC community that’s not always taken back to the people who need it the most.

. . hot just to patients and consumers but even to my peers and people who don’t get to
participate.”

« Enhanced their ability to secure their own funding for community
engagement:
“Well, for me, | got my own study. Had it not been a member of this board, | would not

have had access to the 9/pe of consultations that I received. It made a real difference in
what I’ve been able to do.”




Conclusions

« Community engagement is essential to the successful translation of
interventions and other healthcare advances into community settings.

« The CEAB at UIC’s CCTS provides one model for providing community
engagement and consultation to assist investigators with their
translational science goals.

* More research should be conducted to evaluate and improve the
experiences of community advisory board members as they contribute to
engaging communities and advising researchers at all (and especially the
early) stages of the translational continuum.



Dissemination of CEAB Information

« Matthews, A.K. et al., (In Press). Development, implementation and
evaluation of a community en aée.m.ent advisory board: Strategies for
maximizing success. Journal of Clinical and Translational Science

« Matthews, A.K., et al., (In Press). A community engagement advisory
board as a strategy to improve research engagément and build
institutional capacity for community engaged research. Journal of
Clinical and Translational Science

« Matthews, A.K., et al., (In Press). Evaluation of three approaches for
increasing patient engagement in clinical research; Feedback from a
community engagement advisory board. Journal of Clinical and
Translational Science

« Matthews, A.K., et al., (Under Review). Ready or not? Observations from
a long-standing community engagement advisory board about
investigator competencies for community engaged research. Journal of
Clinical and Translational Science
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Hello

my name is

Phoenix A. Matthews
Aliciak@uic.edu

https://www.nursing.uic.edu/faculty-staff/phoenix-alicia-matthews-phd
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Closing Voice: The Value of the CEAB

“We’re still learning, but we’re at the level where we need to
be, so we can intelligently work together, and also get out of it
what’s needed to really advance our quality of life in our
community.”

- CEAB Member




