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LEARNING OBJECTIVES
• Describe an institution-wide response to the increased demand 

for family engagement in research.

• Describe processes of identifying, onboarding, training, and 
mentoring Research Family Partners and researchers to:
• establish and maintain research partnerships, and
• collaboratively conduct research.

• Provide examples of Family Partners’ varying levels of 
engagement in research.
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WHAT PROMPTED ENGAGEMENT IN 
RESEARCH
• Increased recognition of need to engage 

patients, families, and other 
stakeholders in research driven by:
• Consumer demand
• Legislation
• Funders: AHRQ, PCORI, NIH

• Heightened demand for patient, family, 
and other stakeholder partners in 
research
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CURRENT STATE OF ENGAGEMENT IN 
RESEARCH

• PCORI was reauthorized for 10 
years

• Converted skeptics to believers

• Engagement in FDA, CMS, NIH, 
NIMH
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WHAT IS ENGAGEMENT IN RESEARCH?

The meaningful involvement of patients, caregivers, clinicians, 
and other healthcare stakeholders throughout the entire 
research process—from planning the study, to conducting the 
study, and disseminating study results.
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KEY PRINCIPLES OF RESEARCH 
PARTNERSHIP

• Respect

• Mutual benefits

• Shared decision-making

• Contribute to all phases of research
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KEY PRINCIPLES 

Respect
• Understand and value other team members’ skills and 

expertise, recognizing it may differ from their own. 

• Value the contributions each partner makes to the research 
and acknowledge that those contributions benefit the team as 
a whole. 

• Conflicts are addressed openly and resolved respectfully
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KEY PRINCIPLES

Mutual benefit
• Research partners gain something from their involvement in 

the partnership. 

• Partners may benefit in different ways:
o They are paid for their time and contribution. 
o They may learn something new, acquire new skills, or feel 

satisfaction for having contributed to work that will benefit others.
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KEY PRINCIPLES

Shared decision-making
• Research partners take an active role in deciding how the 

partnership works and how research projects are done. 

• All research partners understand how they can share their 
thoughts and opinions with the group 

• Partners have a clear understanding of how and why decisions 
are made. 

• All partners are kept up to date on the study's progress.
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KEY PRINCIPLES

Contribute to all phases of research
Research partners make important contributions 
throughout the research study by:

• Helping identify research questions and decide how the 
research should be done. 

• Collecting and using information to answer research questions. 
• Ensuring the research results are shared in ways that will 

improve people's lives
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CHOP RESEARCH FAMILY PARTNERS 

• Contributions to research 
projects or initiatives

• Identification, training, and 
support

• Specialized training

https://www.fyreworkstraining.com/module.php?unitid=1&moduleid=1&sectionid=5
https://www.fyreworkstraining.com/module.php?unitid=1&moduleid=1&sectionid=5
https://www.fyreworkstraining.com/module.php?unitid=1&moduleid=1&sectionid=5
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CONTINUUM OF ENGAGEMENT IN RESEARCH
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MEANINGFUL ENGAGEMENT:  WHAT IS REAL 
VS. TOKEN?

• Real partnerships – made when people with different skills 
and expertise decide to work together and everyone’s 
contribution and feedback is valued

• Tokenism – when a few people are asked to join a research 
team to give the appearance of real partnership. But, token 
partners are not treated as equal members of the research team.
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EXAMPLE OF REAL VS. TOKEN IN DECISION-MAKING
REAL
• Partners have a voice in decisions 

and can influence the decisions of 
others.

TOKEN
• Token partners are sometimes asked 

to give their opinions. But, they do 
not help make decisions 

• Oftentimes they are asked for their 
opinion after a decision has been 
made.
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RECRUITING PATIENT AND FAMILY PARTNERS

How do I start? Where do I start?
Family and Youth Advisory Councils

Front-line clinicians

Research Advisory Councils

Advocacy organizations

Patient and Family Experience Departments
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CHARACTERISTICS OF PATIENT OR FAMILY 
PARTNERS

People who:
• Partner with you in the care of their child
• Are willing to share their experiences and 

give constructive feedback
• Have good interpersonal skills
• Use their experiences to see the big picture 

and contribute to better outcomes for 
patients and their families

• Do not dominate a conversation, but give 
others time to talk
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SETTING EXPECTATIONS

• Some practices send an email, letter or flyer to others in the 
practice to try and help them recruit from a larger patient pool.

• Always include the following information in the communication 
tool you use:

o Expectations of the group (time commitment)
o Provide a brief explanation of what the group will do. For instance, will 

they help with quality improvement or research work
o Explain who will be the point person reaching out to them and ask their 

permission to pass along their contact information
o Include information about a stipend and explain their expertise is 

critical to your work
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ENGAGEMENT PLANS/GUIDELINES

I have my group of patient and family partners – Now What?
• Orientation meeting
• Introduce members of the team
• Overview of the study 
• Finalize engagement plan to include:

o Number of times the group will meet
o Roles and expectations
o Stipend amount
o Updates on study 20

DISCUSSION OF ENGAGEMENT PLANS


