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“%"  Establishing credibility

@ Anficipating controversy

Be 4 eﬁTS Of Ensuring transparency and
POTieﬂT accountability

Perspectives
INn Research

Improving relevance

Enhancing quality

@abkimt Increasing dissemination and uptake of
findings
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§ NEWSROOM HELP CENTER SUBSCRIBE CAREERS CONTACT
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ABOUT US RESEARCH & RESULTS TOPICS ENGAGEMENT FUNDING OPPORTUNITIES MEETINGS & EVENTS

ABOUT US

Research Done Differently

PCORI was established to fund research that can help patients and those
who care for them make better-informed decisions about the healthcare
choices they face every day, guided by those who will use that
information.

Find out more

and clinical staff, and they contributed actively to impairment in dementia has gained widespread
popularity. Many studies describe plausible
: H : 3 hani i li odels, but th:
@abkimt discussions about the results and interpretation. fewer studics using human patidpants

The results of recent systematic reviews of trials




Patient Engagement
Panels

Patient as Partners

Focus Groups Patient Advisory Councils

Patients as Subjects Patients and Community

“Co-Investigators” “Data Sources" Members

“Patient Experts

 Patient involvement e Patient involvement e Patient Involvement:
includes: includes: Political, financial and
Planning Data and opinions: focus community expertise
Conducting groups, surveys, social . Heql’rh sys’rem. operations;
Disseminating media patient experience of

e Can be e Study specific care meaqsures
diagnostic/disease * Patient represents * Members express
specific personal opinion community perspectives

. el B g
e Patient represents all Sl AN IISUSS

patient opinions

) acbkimi Differences Explained




LEVELS of PATIENT and RESEARCHER ENGAGEMENT in HEALTH RESEARCH

PATIENT

To ask questions
and learn about
how to get more
involved

Toactasa
subject or
participant in a
research study

research activities

To work directly
with a research
team throughout
the project

To partner on
equal footing
with researchers
in all aspects of
research

RESEARCHER

HOW CAN THIS BE DONE

To provide
information,
listen, and
answer questions
honestly

Through
orientation

and information
sessions,

and media
campaigns

in an open
atmosphere

for sharing)

To act ethically
and respectfully
in the conduct
of research

Through
quantitative,
qualitative, or
mixed methods
research

To seek your
input on an
ad hoc basis

Through
scientific cafes,
focus groups,
priority-setting
activities, and
as members of
ad hoc working
groups or
expert panels

To include you
as standing

members of an
advisory group

Patients as
members

of standing
working groups
and research
advisory
committees

To partner
equally with
you as team
members

Patients as
co-investigators
and research
partners, and
as members

of research
steering
committees

d and
your

patient
unity

Manafo E, Petermann L,
Vandall-Walker V, Mason-
Lai P (2018) Patient and
public engagement in
priority setting: A
systematic rapid review
of the literature. PLOS
ONE 13(3): e0193579.
https://doi.org/10.1371/jo
urnal.pone.0193579
https://iournals.plos.org/p
losone/article2id=10.1371
/journal.pone.0193579

®PLOS|ONE



https://journals.plos.org/plosone/article?id=10.1371/journal.pone.0193579

The Patient Engagement
Studio at Work

e First
 Investigator presents project

 Investigator prepares list of questions
for patients to discuss

* Then
« We listen . . .
« We discuss . . .
- We give ideas . . .

y@obklm’r




Studio
Evaluation




o 2015 o 2017 o 2019

Conversation begins Received PCORI grant — for 2 Began discussion about partnership
Diabetes studios (Greenville and with Prisma Health-Upstate
Laurens) Institution Review Board (IRB)

Began discussions with UofSC
Columbia about expanding

Reviewed first RO1 Grant

Patients and Researchers presented
at a national conference together —
Exemplars in Research

First meeting with patient experts Filmed for IPFCC-PCORI Project

O Feb. 2016 O 2018

W aaoiim Patient Engagement Studio Timeline




Patient Engagement Studio Steering Committee

{ 11 Patient J @ N

Experts Condition/Population Specific
Studios

4 Clinicians
( h /Fu’rure Condition
2 additional . / Population
researchers ARTEG;”’T;?T%U > Dicbet Specific Studios
rthritis Studio - Diabetes « Adol Ly
g ) Breast Cancer Pfizer Studios Adﬁnescen/ ouns
N Studio - Clemson | Corporation and (Greenville and * Autism
SiSe RIS SIS Dissertation Institute for Laurens County) | <Orthapedic
. / Healthcare —PCORI Grant | *Prisma Employees
a < Improvement with Diabetes

*PAD

Support staff j K ) 9 //
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Total Number of

Projects Reviewed by
PES




Total number of researchers
who are listed on projects
presented to the PES




Number of Projects Reviewed by Year
30

N
o

Number of Projects Reviewed
)

27
16
| | .
0 . .
2016 2017 2018 2019
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Number of Projects by Organization

3 (2.73%)(Q:91%)
3 (2.73%)

17 (15.45%) 41 (37.27%)
. 0

Organization
@Prisma Health - Upstate

@University of South Carolina

®Clemson University

@®Care Coordination Institute

@®@Furman University

® Steadman Hawkins Research Foundation
@ Georgia State University

@®University of Iowa

@University of South Carolina Upstate

y@obklm’r 41 (37.27%)




< Back to report NUMBER OF PROJECTS BY DEPARTMENT WITHIN THE ORGANIZATIONS
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Public Health S...

Organization
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Researcher
Connections
by Project

AnnBlairKennedy,LMT,BCTMB,DrRH
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Reaching Out to
Researchers

9 @abkimt

 Interviewed 54
INnferviews from 46
different projects
iInterviewed by medical
and undergraduate
sfudents over the
summer




Stage of Project

2% 2%

m Collection/Analysis

m Conducting the study

m Formative planning the study
= Study design




Did you
return to the
PES with the

same
projecte

60

Yes



“Did you
make
changes
suggested by

the Patient
Engagement
Studio?”

Yes



Clarifying patient priorities

Minimizing disruptions or
reducing barriers for study
participation

Improving communication and
information delivery to patients




Main reasons for not making changes

4

Timing FInances




Researchers Impressions of Presenting to
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Loyalty Score
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How is loyalty determinede

@abklmft



B Negative ™ Neutral M Positive

Loyalty
o o Results

HOW LIKELY AREYOU TO HOW LIKELY AREYOUTO HOW VALUABLE IS THE OVERALL LOYALTY
RECOMMEND RETURN? PES?
PRESENTING?

@abkimt



Main Studio Self
Evaluation

y@obklm’r




* They are able to express their views
freely

» They feel their views are heard and
respected

] OO% Of * A wide range of views are shared

» A broad range of perspectives are
Responden’rs represented

AQgree or . Are confident researchers consider
Strongly Agree ~ helrinput

* Their work with the Studio makes a
difference

» Feel working with the Studio is a good
use of their time

WY @abkmt



PES Perspectives of Strengths and Rewards for
Participation in the Studio




Questions?e




Contact info
e

£\

Email
kenneda5@Greenvillemed.sc.edu

Yy

Twitter
@abkimt

©

Instagram
@dr._abk
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