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Benefits of 
Patient 
Perspectives 
in Research

Establishing credibility

Anticipating controversy

Ensuring transparency and 
accountability

Improving relevance

Enhancing quality

Increasing dissemination and uptake of 
findings
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Differences Explained

Patient Engagement 
Panels

Patient as Partners
“Co-Investigators”

“Patient Experts

• Patient involvement 
includes: 
Planning
Conducting
Disseminating

• Can be 
diagnostic/disease 
specific

• Patient represents all 
patient opinions

Focus Groups
Patients as Subjects

“Data Sources"

• Patient involvement 
includes: 
Data and opinions:  focus 
groups, surveys, social 
media

• Study specific
• Patient represents 

personal opinion

Patient Advisory Councils
Patients and Community 

Members 

• Patient Involvement:  
Political, financial and 
community expertise

• Health system operations; 
patient experience of 
care measures

• Members express 
community perspectives 
on system initiatives
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The Patient Engagement 
Studio at Work

• First
• Investigator presents project
• Investigator prepares list of questions 

for patients to discuss
• Then
• We listen . . .
• We discuss . . .
• We give ideas . . .
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Studio 
Evaluation
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Patient Engagement Studio Timeline

Conversation begins

2015

First meeting with patient experts

Feb. 2016

Received PCORI grant – for 2 
Diabetes studios (Greenville and 
Laurens)

2017

Reviewed first R01 Grant
Patients and Researchers presented 
at a national conference together –
Exemplars in Research
Filmed for IPFCC-PCORI Project

2018

Began discussion about partnership 
with Prisma Health-Upstate 
Institution Review Board (IRB)
Began discussions with UofSC 
Columbia about expanding

2019
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Patient Engagement Studio Steering Committee

11 Patient 
Experts

4 Clinicians

2 additional 
researchers

Studio Director

Support staff

Condition/Population Specific 
Studios

Breast Cancer 
Studio – Clemson 

Dissertation

Rheumatoid 
Arthritis Studio -

Pfizer 
Corporation and 

Institute for 
Healthcare 

Improvement

2 Diabetes 
Studios 

(Greenville and 
Laurens County) 
– PCORI Grant

Future Condition 
/ Population 
Specific Studios
•Adolescent/Young 

Adult
•Autism
•Orthapedic
•Prisma Employees 

with Diabetes
•PAD
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Number of Projects by Organization
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Researcher 
Connections 

by Project
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Reaching Out to 
Researchers

• Interviewed 54 
interviews from 46 
different projects 
interviewed by medical 
and undergraduate 
students over the 
summer 
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Stage of Project
2% 2%

15%

81%

Collection/Analysis
Conducting the study
Formative planning the study
Study design
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Did you 
return to the 
PES with the 

same 
project?
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“Did you 
make 
changes 
suggested by 
the Patient 
Engagement 
Studio?” 8
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Main Themes of 
Recommendations

Clarifying patient priorities

Minimizing disruptions or 
reducing barriers for study 
participation

Improving communication and 
information delivery to patients
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Main reasons for not making changes

Timing Finances
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Researchers Impressions of Presenting to 
the PES
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Loyalty Score

@abklmt



How is loyalty determined?

How likely are you to recommend presenting 
to the Patient Engagement Studio to others?

How likely are you to return to the PES?

How valuable do you find the PES?
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Loyalty 
Results
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Main Studio Self 
Evaluation
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100% of 
Respondents 

Agree or 
Strongly Agree

• They are able to express their views 
freely
• They feel their views are heard and 

respected
• A wide range of views are shared
• A broad range of perspectives are 

represented
• Are confident researchers consider 

their input
• Their work with the Studio makes a 

difference
• Feel working with the Studio is a good 

use of their time
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PES Perspectives of Strengths and Rewards for 
Participation in the Studio
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Questions?
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Twitter
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@dr._abk
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