
Methods of Research 
Co-Production 

in ImproveCareNow

How to involve parents and patients in your study



Research co-production: 
What are we trying to accomplish?

2

To develop a vibrant, collaborative and inclusive 
community of parents/patients, clinicians and 

researchers with the capabilities and infrastructure to 
support effective research partnerships.  

Doing research with parents/patients, 

not for or about them.  





Opportunities for Research Co-Production
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In addition to being research participants, parents/patients 
can also be research team members involved in:

 Idea Generation 

 Proposal Development & Securing Funding 

 Study Design

 Recruitment

 Study Conduct & Management

 Data Analysis & Interpretation

 Dissemination 
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Research Co-Production in Action

Examples from the field



Idea Generation
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Parents/patients provide feedback on what their priorities are for 
research.

 Research Prioritization Study (2015)
Lead PI: Katherine Bevans (Children’s Hospital of Philadelphia) 

In 2015, Katherine Bevans led an effort to poll the ICN community to gauge 
research priorities among the various groups in the ICN community. The 
topics were then grouped and ranked by priority.  
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Proposal Development
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Community collaboration around choosing a study name.

 COMBINE Study (www.combinetrial.org)
Lead PI: Michael Kappelman (University of North Carolina, Chapel Hill)

 PRODUCE Study
Lead PIs: Heather Kaplan and Lisa Opipari (Cincinnati Children’s Hospital Medical 
Center)

In order to pick a name for the PRODUCE study, the project team put out a call for 
name proposals.  11 name suggestions were submitted, and over 100 community 
members voted to choose the name.

http://www.combinetrial.org/


Proposal Development/Securing Funding
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Parents and patients provide feedback on application.

 PRODUCE Study
Lead PIs: Heather Kaplan and Lisa Opipari (Cincinnati Children’s Hospital 
Medical Center)

 Healthier Together (2014)
PI: Lisa Opipari (Cincinnati Children’s Hospital Medical Center)

To supplement the proposal submitted for the Patient Powered Research 
Network grant, a Healthier Together campaign was conducted to demonstrate 
how the community supports collaborative care.  The target was to gather 
1,000 messages of support from the community, via posts to the Heathier 
Together website or Instagram (#HealthierTogether).
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Study Design
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Participants provide input into the design of the technology 
application to be used for study participants 

 PRODUCE Study
Lead PIs: Heather Kaplan and Lisa Opipari (Cincinnati Children’s Hospital 
Medical Center)

Parents and patients reviewed the application used to track patients’ 
medication and diet. 
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Study Design
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Parents/patients provide feedback on materials that will be used 
throughout the study (consent forms, surveys, etc.)

 Patient Reported Outcomes (PRO) Study
Lead PI: Lisa Opipari (Cincinnati Children’s Hospital Medical Center)

 COMBINE Study (www.combinetrial.org)
Lead PI: Michael Kappelman (University of North Carolina, Chapel Hill)

 PRODUCE Study
Lead PIs: Heather Kaplan and Lisa Opipari (Cincinnati Children’s Hospital 
Medical Center)

http://www.combinetrial.org/




Recruitment
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Parents and patients provide input and feedback to the participant 
recruitment strategies.

 PRODUCE Study
Lead PIs: Heather Kaplan &Lisa Opipari (Cincinnati Children’s Hospital Medical 
Center)

Parents assisted in the development of educational materials that will be 
given to parents during the study. Parent representative Gisele Woodward 
also developed the first draft of the recruitment brochure and flyer for the 
study.

 Children’s Hospital of Philadelphia Sleep Health and IBD Study
Lead PI: Christopher Forrest (Children’s Hospital of Philadelphia)

Study team connected with the ImproveCareNow Parent Working Group 
Research Subcommittee to discuss strategy and messaging for the study 
recruitment efforts
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Study Conduct and Management
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Parents and patients actively participate in the implementation of 
the study plan.

 COMBINE Study (www.combinetrial.org)
Lead PI: Michael Kappelman (University of North Carolina, Chapel Hill)

 PRODUCE Study
Lead PIs: Heather Kaplan and Lisa Opipari (Cincinnati Children’s Hospital Medical 
Center)

Parents on the research team are involved in training participating sites in the 
Specific Carbohydrate Diet.

http://www.combinetrial.org/
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Data Analysis & Interpretation
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Still to come…

Lead the way in this area of research co-production for 
ImproveCareNow and tell us about your experience by 
completing a My Research Co-Production Story Card!

https://www.surveymonkey.com/r/YGF2C5G
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Dissemination
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Still to come…

Lead the way in this area of research co-production for 
ImproveCareNow and tell us about your experience by 
completing a My Research Co-Production Story Card!

https://www.surveymonkey.com/r/YGF2C5G


24



25

Looking to connect with parents and involve them in your study? 
Connect with the PWG Research Committee

Want to share your story of Research Co-Production? 
Tell us about your experience here

Interested in more research happening in ICN? 
Check out current research here

Learn more about the ImproveCareNow 
Parent Working Group (PWG) and the Patient Advisory Council (PAC)

http://www.improvecarenow.org/engage_patients_parents
http://www.improvecarenow.org/contact-us
http://www.improvecarenow.org/current_research
http://www.improvecarenow.org/connecting-parents
http://www.improvecarenow.org/patients

