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General Information
» Please post questions in Q&A

» Link for continuing education credit will be posted in the chat at the end of
the presentation




Complementary Roles of
Community Engagement
and IRB Review

Stephen Falwell
he/him/ his
UC Davis IRB
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Collaboration is Key
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Transgender and Gender-Nonbinary Health: Development of
Community-Generated Research Priorities

Miles Harris, Assistant Clinical Professor, Betty Irene Moore School of Nursing

Elizabeth Vasile, Director, Health Equity Resources & Outreach (HERQO) Program, UC Davis
Clinical and Translational Science Center

Stephen Falwell, Education, Training, and Outreach Lead, UC Davis IRB Administration
Community Partner: One Community Health






Vulnerable Populations per Regulations

Based on vulnerability to undue influence and coercion
- Fetuses and neonates

 Incarcerated individuals

« Children



“Populations of Focus”

ldentified by researchers in initial IRB application:

* Undocumented individuals

e Students or Direct Reports of the Principal Investigator
 Rural Communities

 Older Adults (65 years and older)

* Individuals from the LGBTQIA+ Community

Community Engaged Research *

Does your study involve community consultation or community member involvement in study design,

implementation, or sharing of results?
Contact CTSC Community Engagement Program for assistance.

® Yes
O No




Protection of Vulnerable Populations

Institutional Review Board Community Engagement

* Protection through * Protection through
exclusion inclusion
- Regulatory requirements * |s community involved in:

* |sthis population being - Generation of
exploited or used for research questions
convenience? - Study design and

* Inclusivity is important in implementation
context of generalizability - Return of results

of results



Benefits and Risks

Institutional Review Board Community Engagement

* Emphasis on individual risks: * How may a community
- Physical benefit from this
- Psychological research, not just the
- Emotional results of the research?
- Social  What are risks to
- Financial

community?

e Does this community find
risks more tolerable than
the IRB does?

- Privacy
- Confidentiality



Recruitment

Institutional Review Board Community Engagement

* No promise of "free * |s this approach
treatment” appropriate for this

 De-emphasis on community?
compensation  Will it result in diverse

 Does not imply recruitment?
investigational drug or  Culturally appropriate and
device is safe, effective, or accessible language
superior to an existing
treatment

* Protection of
participant privacy



Overcoming Language Barriers

Institutional Review Board Community Engagement

* Expectation that if * Working with community
a study has direct partners to serve as bridge
benefit, it will include - Example: Promotores
those with limited English
proficiency

 Encourage or require
translated consent forms

 Short form consent forms
in over 10 languages



Return of Results

Institutional Review Board

Consent form to include
information about return
of results

Legal limitations on return
of clinical results from
investigational assay or
genetic results without
qualified genetic counselor
Process for

treatment of abnormal
results

Community Engagement

Maximize return

of results to individual
participants

How should results be
returned to community
How should results be
communicated outside of
community?



University of Utah Panel C

An Innovative Approach
to Eliminating Barriers

Heather Brown, MEd.
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Panel C Mission

Establish an IRB Panel of
Unaffiliated Non-Scientist
community members to
partner & provide
expertise for human subject
research to be more
inclusive and

representative of diverse
Utah.

onsortium for Applied
h Ethics Quality

care-g.org

care-g.org



Advance Human Research Protection Program and
research community policies and practices to
ensure respect for diverse Utah communities

Panel C
Purpose

Evaluate research projects and make
AGUENER determinations with unique community-based
concerns

recommend improvements to tteracy

care-q.org care- q - Org




Panel C
Foundation of Trust

Identify current and new
relationships

Attend community
events

Share meals

" Transparency
%,

Bi-Directional learning

Begin where the partners
are comfortable learning
all aspects of who, what,
and how partners best work
together

care-q.org care—(Q.org
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WHAT IS
THE IRB?
I

IRB stands fer Institutional
Raview Board IRBs review
research that studies living
humans to make sure the
studies are ethical and treat all
people with respect IRBs apply
core ethical principles and
practices for all human research

Here are some examples of
research IRBs review:
e Studies of medical
treatments
* Studies of the human body
s Studies of hurman behaviar.
feelings, and relationships

There are a lot of institutions
that conduct resaarch with
peaple: Uriversities, hospitals,
schioals, businessas,
gavernments. and clinics

The University of Utah has its
own IRB that reviews research
for the University, Primary
Childrern's Hospital, the Salt Lake
Weterans Affairs Medical Center.
as well as many of aur
collaborators within Utah and
acrass the country.

COMMUNITY ADVISORY

IRB PANEL

UNIVERSITY OF UTAH

MISSION

The mission of the University of Utah Community
Advisory IRB Panel is to partner and provide
expertise for hurman research to be more inclusive
and representative of the diverse Utah
communities.

RESPONSIBILITIES

Advance the University's IRB, Human Research
Protection Program, and research community
policies and practices to ensure respect for diverse
Utah communities and research participants.

Evaluate research projects and make
determinations for studias with unigue
community-based concerns,

Review participant study materials. such as
consent forms and recruitrnent materials, to
recommend improvements to literacy.

CONTACT

GO

@

University of Utah IRB
75 South 2000 East
Salt Lake City, UT 84112

irb@hsc utah.edu
801-581-3655

www.irb.utah.edu
wwww.myirb.utah.edu

@myirbinutah
@lifeattheirb

'I'IIEu

UNIVERSITY
oF UTAH

HOW THE
COLLABORATION WORKS

Contribute 5 hours per menth to complete
determined assignments that fulfill the

Community Advisory IRB Panel mission and
responsibilities. which includes at least 75%
attendance at monthly meetings each year.

Attend monthly 2 hour meetings at an agreed
upon time by all members. Meetings may be in
person or via a web conferencing app like Zoom. In
person meetings are facilitated at the most
accessible locations in Salt Lake Valley and meals
are provided.

Participate in an initial training and annual
training related to the field of research ethics and
how to most efficiently complete assignments. The
initial training is 2-3 hours. The annual training is 3
hours, which can be completed over the whole
year.

Connect with the Panel's IRB Administrator and
Chair each month when assistance is needed.

Use University electronic systems to support
completion of assignments.

Receive a $200 monthly stipend. paid by check
quarterly. These payments constitute taxable
income from the University of Utah.

Commit to a 3-year term of service, with the option
to continue for additional terms.



Panel C
Foundation of Trust

ENSURE ACCESSABILITY FOR ALL:

Engaging in preferred location and
communication

Evaluating training processes for

' continued growth via bi-directional
" learning

Continuing efforts for building
knowledge and maintaining
relationships of trust

Recognize time and practice are
required

Consortium for Applied
Research Ethics Quality
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“%* 1. Recruitment: TRUST

. One-on-one with IRB
2. Onboard: Administrator

Panel C
Formation

. One-on-one check-in with IRB
[LJ§ 3. Post onboard: Adrrintstrator

One whole group “practice”
s Lo . study review with paired panel

4. Kick-Off: members and assigned IRB

Primary Reviewer Mentor

)

One whole group “real” study
review with paired panel
members and assigned IRB
Primary Reviewer Mentor

5. Convened Board #1:

s/k C tium for Applied
ICARE-Q. ferearn e iy c5raers

care-q.org



6. Convened Board #2:

« One whole group “real” study review with each panel member and
assigned IRB Primary Reviewer Mentor on call

7. Convened Board #3:

« Two whole group studies review with paired board members and IRB
Administration support as needed

Pa n e l C 8. Convened Board #4:
d « Two whole group studies review with paired board members and IRB
Formation

Administration support as needed

9. Convened Board #5:
« One study per board member

e Board member check-ins ongoing

care-q.org

/éAR E—Q Consortium for Applied care-q.org

Research Ethics Quality



Lessons Learned

TIME TRAINING  FLEXIBILITY

J
wﬁ Consortium for Applied care-g.org
CAR E-Q Research Ethics Quality



panel C IRB Spanish
Highlight Inclusion Policy




Institutional Review Board
THE UMIVERSITY OF UTAH

Investigator Guidance Sernes

INCLUDING SPANISH-SPEAKING INDIVIDUALS

IN RESEARCH

. h I l .
~ ~ Duwrfinithons
A& Acertified inferpreter i an individual who Bas pessed 2 certiication eeaen gheon by an sccredted entity
u ] e ] n e S 1o werfy Beher prafecdcnal imergeetation skilly in g gertain npeape

B pevidfied bronsfoter & an indisidual who has passed 3 certBacation essm given By an scoredied enbity
1 wenly hifher prolestaonal brandkation siills n a oivtain Rnguages

C.  dsterpeeiotion iy the ipskes euchange of scommusication between Twe Inguiges

2, A pevson who speaks Sponich s 2 person for whoem al Sparah is their natve or only linguage spoken,
andior b Spanish is thew preferred Linpeape for cosmimssneca bhon

https://irb.utah.edu/about/news/2023/03-06- e e sl o s s skl e Lt g
2023-spanish.php

rfy preter will be 8 Spanak inlergeeler
F. i pueéTled fronelater is person who speaks aoad wries in both hnguages, Engink and Spanish, and
COTFES 4 document Bt the twpet inguape. WOTE: for the purposes of this guidance doowment, the

translaior will e 3 Spanish transkator

G. Translaton is the change of weiltes maneriabs from one lasguage inbd another

h Description
C I"O I e' Spanish & the second-mast common npeape spolen i e state of Unal. The principles of justioe and

. . . . . . it b sebection of pamicipants compel the Unisrsity of Utah IRB and reéseaech Comimiunity 0o ks
exte n S I O n ://efa Id n b m n n n I b pcaJ pcg I C | efl n d m kaJ/h adpguati prowis it her sdluding Uahng whao igeak Spansh @ rideanch. Thi policy is effecths July 1, 2528,
ttps://irb.utah.edu/_resources/documents/pdf/0 l.".;.:J'l..TT—.‘.:'i;'ﬁlf‘J."-'J..";’:IZ.ZL":'L!'EJ;JZ;“;ZL';E"r;3";’1!331f—.’u';-'; i i piird
who wpeak gk Proseisagns must nchage the following

Oigs-bmgs/igs- e ipm e b e S
including_spanish_speakers_in_research 072224

df rclyding rarsiabed study maienab and inberpretabon senaces. Tor ongong oomiminec) bon
P

bY  Cordant prodidkdsd Tor peophs whe ipeak Spanish, ncludieg 1randlaned cofiant Socudnid and
nierprefaton ek e durng the coment prodess and ceicyasen
£ Wethods Tor ongoing commpmecation with and data collaction from paricipanti who spesk Spanish,

o Iy D T Ol D DO iy sl U P Ui o JPpaceall- ey Rarie paetSn o [acinale Sl s,
i - i fily at i Tes 5 I 113 A5 1 Teclitats T |
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Panel C Qutcome:

Promotion of Community
Engagement

Health Literacy
Research
Consultation

care-q.org



Health Literacy

Health literacy is the ability of
individuals to easily access,
understand, and apply health-
related information, empowering
people to make informed health
decisions while reducing the
stress associated with making
healthcare choices.



® Prevention of having the study returned
¢  for modifications, changes, or tabled

Research
Consultation \
P reven ti on %" Engagement Process

Contact methods

0 Additional Information

/
<.

Consortium for Applied i
/CARE—Q Research Ethics Quality 0 care-q.org



The IRB gives me the
opportunity to...

“Provide unique insights to critical medical
studies that can make all the difference in
health outcomes for my Pacific Island
community.”

-Richard Wolfgramm

VO]CeS Of Panel C “Look out for my friends in marginalized groups

and help them have equal access to research
and medical advancements.”

-Dalton Peery

“Partner with an incredibly diverse group of
individuals who are committed to inclusive
ethical research.”

-Ruth Gerritsen-McKane

Consortium for Applied

care-g.org care—q.org



The IRB gives me the
opportunity to...

“Work with a team that represents specialized
communities and cares about the world of
human research. HOPE.”

-Liesl Jacobson

VO]CeS Of Panel C “Collaborate and determine research studies

that need to engage the community in more
meaningful ways.”

-Reverend France A. Davis

“Give people a voice for communities in
research to be more inclusive by informing and
integrating community engagement practices.”

-Sara Carbajal

care-g.org

Consortium for Applied

care-g.org



THANK YOU!

Consortium for Applied
Research Ethics Qualit
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Using the Research
Participant Experience
Survey to Elicit Participant
Feedback and
Drive Improvements to

Clinical Research
Rhonda G. Kost MD

Associate Professor of Clinical Investigation
Center for Clinical Translational Research
The Rockefeller University



Why Survey Research Participants:

vV vV v vV vV v vV vV vV VY

Consortium for Applied
Research Ethics Quality

Is consent effective?

Are participants having a positive experience?
Which experiences impact recruitment, retention?
Do research experiences among groups differ?
What is the experience of minorities and underrepresented groups?
How effective or impactful are current initiatives?

How do we compare to other sites? Are there opportunities to collabor,
Build trust by asking participants for feedback

Earn trust by engaging communities and acting on results
Identify high scores, elucidate and share better/best practices
|ldentify lower scores as opportunities to improve practices

care-g.org



Stakeholders engaged in developing the RPPS

from the start

Affected \
Participants /

' interventional

4vestigators : .
/ / Research

coordinators,
nurses /

Consortium for Applied

) : care-g.org
Research Ethics Quality

/ Healthy

natural
history

Volunteers
Affected
Participants/
£ 4 /

4

'/ IRB Chairs,

members,
ethicists

4

Focus Groups, n=12

Participants

45% male
50 yrs old (19-86)

58% white

28% African American
2% Asian

2% Native American
9% Not reported

13% < high school

28% some college

31% college graduate
26% graduate education

1-20 protocols
experience

Kost, et. al., Clin Transl Sci 2011 4,403-



Research Participant Perception Surv

||

Part Il Fieldin

|

Analysi

Part il Performance
Impr@yemen

Consortium for Applied
Research Ethics Quality

CARE-Q.

Methods

« Participants & stakeholde
identify key themes

e “Actionable” questions des
e Initial validation steps

Broad Sampling - representa
of research population

Validated with participants at
supported research centers

Psychometric Analyses
Instrument Reliability, validati

cycle



What does the survey ask about? (RPPS)

Informed consent
Listening/courtesy/respect

Feeling valued
Language/Culture/Privacy
Communication with the research team
Rate the Overall Research Experience

vV v vV v v vVvYy

Would you recommend research participation

Demands of the Study
Demographics
Factors affecting the decision to join future research

vV v VvVy

Open text box for comments...

Top Box Scoring

Y/
»f\ Consortium for Applied )
CARE_Q care-q.org

Research Ethics Quality

Yessis et.



Example RPPS Survey Questions

Did the research team members listen carefully to you?

(O Never
(O Sometimes

(O Usually
O Always

Did the research team members treat you with courtesy and respect?

(O Never
(O Sometimes

(O Usually
O Always

Do you have confidence and trust in the study team?

(O Never
(O Sometimes

(O Usually
O Always

During your discussion about the study, did you feel pressure from the research staff to join the study?

(O Never

(O Sometimes
(O Usually

O Always

Consortium for Applied care-g.org
Research Ethics Quality




Acting on Findings/Actions/Impact

Figurel  ppps: How well did the information and
discussions you had prepare you for what to

:} - ) i .

S expect during participation?

@

2 100
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£ 90 - All labs

S 30 |

o s Lab under study

o 20 i |
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0
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5# C tium for Applied
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Continuous
monthly
surveying at
RUH 2012 -
present

Engaged
Stakeholders,
Developed
Validated
RPPS-Long
ne-time national
benchmarks
2008-2011

Sl
Consortium for Applied .
/CARE Q ResearchuEthics Qua:itv care-q.org

TIN Collaboration
Webinar
Prep-to-grant
February 25, 2019

H Em nwenng the

Pammpant Voice
Developed

Shorter validated " i éE'

RPPS-S
2018

v R
Q=

A

care-q.org



Empowering the Participant Voice \‘-
- Aims

1. Develop a novel Research Participant Perception Survey/REDCap
(RPPS/REDCap) collaborative infrastructure, tools, and standard
implementation models.

e \ Y oo

| %;:%ﬁr w Duke Clinical &Translational X Wake Forest" g CTSI = E’i’;ﬂﬂi'ﬂ”
N y? SClence |nStItute JOHNS HOPK SChOOl Of MediCine ROCHiTER | cusca L’?ﬁ\??g?:,‘r‘z IRVING MEDICAL CENTER
OS5 > T b MEDICAL

/ CENTER



Rockefeller .—\
s \

\\
G)-0
/—’ ’—\ LI N
." A . M
:’;(J{:H EPV Consortium

z Inter-Institution

Dashboard
Participants
Wake
Fnrest

(RU/NUMC)
Rochester

I Each site has its own RPPS dashboard and
LT ability to aggregate and analyze its local data

Y/
wf\ Consortium for Applied ~
CARE_Q . ) care-g.org
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Broadly Engaging stakeholders

Research
IRB/Human Participants ——— CAB
Research Liaisons Members
Protection '
Program Patient
Advocate
S
Community \
Institutional Members CBO
Leadership Participant leaders
Experience/RPPS
Data General
Coordinators/ Public
Research Research
Leadership Managers
Privacy
Qificey Investigators
Legal
Technical/REDCap

Informatics

Consortium for Applied Kost et al JCTS
Research Ethics Quality care-q.org 38476242




Concerns from Stakeholders

Confidentiality

Will groups engage?
How to prioritize findings?

Will benchmarks compare apples-to-apples?
Risk of negative scores

Team might perceive scores as punitive.

Are the questions relevant to participants? C

Lack of transparency and accountability from
the institution. C

Potential for tokenism C

Adapted from: Kost et al JCTS2024, PMID:

~l 38476242

Consortium for Applied -
/CARE—Q Research Ethics Quality care-a.org




Concerns from Stakeholders

Concerns Action

Confidentiality for participants and teams Results are anonymized; data governance local

Will groups engage? Engage early, address fears with policy, leverage
community relationships, and share results

How to prioritize findings? Develop performance improvement plan with
stakeholders

Will benchmarks compare apples-to-apples? Standards and variables optimize comparability

Risk of negative scores, reputational harm to  Local data governance about data-sharing; study
investigator or institution. level variables; confidentiality.

Team might perceive scores as punitive. Constructive performance improvement models

Are the questions relevant to participants? C  Questions developed with participants; free text
option

Lack of transparency and accountability from Communicate plan for return of results; engage

the institution. C stakeholders in analysis and actions; be accountable.

Potential for tokenism C Engage communities and trusted proxies; be

accountable.
Adapted from: Kest et al JCTS 2




n

ulwering the Participant Voice Logout

Stats & Charts

Participant perception ~ ‘ No filter v ‘ Load Table

No filter
By site -
About the participants: g
Top Box Score (5 ] P P ’ L
Age
Please use the scale below to Education the research study, where O is the worst possible o
experience, and 10 is the best pg Ethnicity
Would you recommend joining a Gender friends? @ Lut .
Race

4 l Did the Informed consent form p Sex ng the study? @ L
- - -
t a an Ce About the research study:
Da s h boa ' d Did the information and discussi Demands of study n the research study prepare you for your experience

in the study? o [t Disease/disorder to enroll
Informed Consent setting

Did the research team members
Study Type

About the survey fielding:

Did the research team members Sampling approach ct? @ L
Timing of RPPS administration
During your discussion aboutthg  Custom site filters: the research staff to join the study? € L
languages
Did the research staff do everyth cancer_center_study with any language difference you might have? € Lul

When you were not at the research site did you know how to reach the research team if you had a question? @ Lt

When you were not at the research site and you needed to reach a member of the research team, were you able to
reach him/her as soon as you wanted? @ Lul

Did you feel you were a valued partner in the research process? @ L
If you considered leaving the study, did you feel pressure from the Research Team to stay? @ Ll
Did the research staff respect your cultural background (e.g. language, religion, ethinic group)? € Lut

Did you have enough physical privacy while you were in the study? € L

64
61
85
=
o
78
74
63
75
-
-
=

S%AR E-Q Consortium for Applied care-g.org

Research Ethics Quality



At-a-Glance-
Dashboard

S

no

—

Participant percepti  ~

wering the Participant Voice

Logout

Stats & Charts

Informed Consents  ~ | BB EE [

Top Box Score @

Please use the scale bel
the waorst possible exper

Would you recommend j
Did the Informed consen

Did the information andg
prepare you for your exp

Did the research team m
Did the research team m

During your discussion a
the study? € L

Did the research staff
difference you might hav

When you were not at th

had a question? @ Lul

Mo filter
By site
About the participants:
Age
Education
Ethnicity
Gender
Race
Sex

About the research study:
Demands of study

Disease/disorder to enroll

Informed Consent setting

Study Type
About the survey fielding:
Sampling approach
Timing of RPPS administration
Custom site filters:
languages

cancer_center_study

in the research study, where 0 is
perience. @ L
ly and friends? € L

ict during the study? € L

ticipating in the research study

respect? @ L
re from the research staff to join
2 assistance with any language

to reach the research team if you

When you were not at the research site and you needed to reach a member of the research

61

64

61

85

95

94

74



https://www.rockefeller.edu/research/epv/joining-epv/#:%7E:text=At%2Da%2DGlance,filtering%20survey%20data

Selected Local RPPS Findings/Actions/I

(A) 74% of respondents were able to Distributed contact cards at POC v'83% of respondents
reach the study team when needed reach the study team

\

ere
he

care-q.org
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Selected Local RPPS Findings/Actions/I

(A) 74% of respondents were able to Distributed contact cards at POC v'83% of respondents
reach the study team when needed reach the study team

\

ere
he

(A) 53% of respondents said a flexible Add Saturday appts one week vEnrollment increased 60% in weeks
visit schedule “Very Important” for out of each month with Saturday appointments (from 3.6
future studies to 6/wk.)

V/k C tium for Applied
ICARE-Q.  fercorcn ey cecacrs

care-q.org




Selected Local RPPS Findings/Actions/Imﬂ

(A) 74% of respondents were able to
reach the study team when needed

(A) 53% of respondents said a flexible
visit schedule “Very Important” for
future studies

(B) Multiple complaints about delays
to study compensation

(C ) Scores for consent from
respondents in cancer center studies
<< than others

(D) Comments about specific
interactions, study procedures

(E) Informed consent and language

assistance disparities, >75, males, <HS

education, email/video consent
rocess

F) Low response rate from Latino/x
opulation (significant % of
rticinants)

Distribute contact cards at POC

Add Saturday appts one week
out of each month

Took data to the committee
reviewing whether to invest in
debit card system

Mandatory consent training for
CC investigators; request for CC
variable

Shared w/ clinical leadership;
staff retraining; revision to
vendor contract

Formation of permanent Equity in
Research Committee; addressing
each element of findings

Developed lower literacy
materials n English and Spanish,
including RPPS

v'83% of respondents were
reach the study team whe

v’ Enrollment increased 60% in weeks
with Saturday appointments (from 3.6
to 6/wk.)

v'Committee passed debit \card
proposal & proceeded with
implementation

- Impact pending on scores; CC
variable implemented in EPV 2024

v'No related complaints in ensuing 11
months

- Comprehensive Institutional response

v'40% of résponse co
(compared to aggr



» Common themes reported by sites to the Steering committee

Participant Preferences &

Comments

» Praise for study teams, individuals

vV v v v v Vv

Delays in receiving payment

Difficulty parking

Gratitude for the level of attention and care
Complaints about specific interactions
Complaints about specific study procedures

Unexpected out-of-pocket expenses

» Desire for more flexible visit schedules

» 63% of participants said receiving an overall summary of the results of the study would be

“Very important” to enrolling in a future study

5%ARE-Q.

Consortium for Applied
Research Ethics Quality
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ommunity-Informed Return of Results Web

The Empower,
by email to all
clinical tials
Only studies tf
system were if
Participants w{
between Jany
to April 2022

the number of
offered startin
The survey tal
anonymously

The survey col

Being treate]

www.epv.urme

Demographics of respondents

Younger adults and persons from historically underserved populations were less liely to

complete the survey.

Table 1:

of P (629 total

Ennicty Nol
Sex Fer

Race Asiy

Most people would ref
astudy to their friends

Would you recommend jd
stucy to your family or r

Overall experience of participants

s
The average score for all participants was 87,

For Hispanic participants the average score was 78,

For Black/African American participants the average score was 6.9.

Table 2: Rating of Overall Experience (10 being best)
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Participants rated several areas highly:

Our participants felt istened to.
with courtesy and respect.
They felt they had enough privacy.

They were treated

They felt their cultural background and their language differences were respected.

arch
We should improve communication about the study at the beginning and
throughout the study.

We should create ways to help our participants feel valued.

We should evaluate our informed consent process so patients know better
what to expect in a study.
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Research Participant Satisfaction Survey.
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What do participants
find important for future
research participation?

The respondents of the survey
reflected the diversity of Johns
Hopkins patients. They were
usually older, being 55 or above,
and 20.2% of the respondents did
not report as White.
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Research Participant Perception Survey
Rockefeller University RESULTS 2022-2023

Results Website

Empovring the Prtipat ice

Who received a survey?

Everyone! Participants who are 18 or older, and recently signed informed consent,
or completed participation received an invite by email. For longer studies,
participants receive surveys annually. We send surveys out every other month,
Who Responded?

From January 2022 — June 2023, we sent 1002 surveys and received responses
from 230 participants. Below are some of the characteristics of the participants who
retumed the survey.
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What did study participants say?

97% 98%
Felt like a valued Partner Would recommend joining?
Participants always (86%) or Participants would definitely
usually (11%) felt ke a valued (86%) or probably (11%)
partner in research recommend joining a study
|
97% 93%
Communication Informed Consent
Respondents were always Informed consent prepared
(87%) or usually (10%) able to participants completely (77%)
reach the study team when or mostly (16%) for
needed participation in the study.
“I was pleased to contribute to scientific “I was never made to feel uneducated
research. Most studies exclude older or disrespected, and | have benefitted
participants, so this was a special greatly from participating in their

opportunity for me.”



https://www.urmc.rochester.edu/research/health-research/empowering-the-participant-voice-public-report.aspx
https://ictr.johnshopkins.edu/community-engagement/research-participant-satisfaction-survey/

Resources for Adopting RPPS survey

Tools, software, anecdotes, and links shared freely on EPV Website

» Survey, Data dictionary, Implementation Guide, Dashboard
» Filters - participant & study characteristics, custom variables
» Consortium Dashboard - Benchmarks, confidential site-site comparisons

» Learning Collaborative

» Bibliography -Research Participation Perception Survey publ;

(8+)

Contact Rhonda G. Kost MD, kostr@rockefeller.edu
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http://www.rockefeller.edu/research/epv
https://pubmed.ncbi.nlm.nih.gov/collections/64003177/?sort=pubdate
mailto:kostr@rockefeller.edu
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Questions and Discussion




Continuing Education

To receive certificate(s), complete the questionnaire at the link
posted in the Zoom chat:

Questions? Email us at

V/& C tium for Applied
ICARE-Q. fesearchtins comy  <oreare



https://ucsd.co1.qualtrics.com/jfe/form/SV_bsCdDsO6hEi8wZg
mailto:info@care-q.org

	Webinar
	Slide Number 2
	Slide Number 3
	Slide Number 4
	Slide Number 5
	Slide Number 6
	Vulnerable Populations per Regulations
	UCD IRB Identifies Targeted Populations
	Slide Number 9
	Slide Number 10
	Slide Number 11
	Changes to the IRB Application
	IRB Involvement in Community Engagement
	University of Utah Panel C��An Innovative Approach �to Eliminating Barriers
	Slide Number 15
	Panel C Mission
	Panel C Purpose
	Panel C �Foundation of Trust
	Slide Number 19
	Panel C �Foundation of Trust
	Panel C Formation
	Panel C Formation
	Lessons Learned
	Panel C Highlight
	Spanish Inclusion Guidelines
	Panel C Outcome:
	Health Literacy
	Slide Number 28
	Voices of Panel C
	Voices of Panel C
	THANK YOU!
	Slide Number 32
	Why Survey Research Participants?
	Stakeholders engaged in developing the RPPS from the start
	Research Participant Perception Survey Project - Methods
	What does the survey ask about? (RPPS)
	Example RPPS Survey Questions
	Acting on Findings/Actions/Impact
	Slide Number 39
	Empowering the Participant Voice (EPV) - Aims
	Slide Number 41
	Slide Number 42
	Concerns from Stakeholders
	Concerns from Stakeholders
	Slide Number 45
	Slide Number 46
	Slide Number 47
	Slide Number 48
	Selected Local RPPS Findings/Actions/Impact
	Slide Number 50
	Slide Number 51
	Resources for Adopting RPPS survey
	Slide Number 53
	Slide Number 54
	Slide Number 55
	CARE-Q_Final.pdf
	Complementary Roles of�Community Engagement�and IRB Review
	Collaboration is Key
	Slide Number 3
	Vulnerable Populations per Regulations
	“Populations of Focus”
	Slide Number 6
	Slide Number 7
	Slide Number 8
	Slide Number 9
	Slide Number 10




