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• What is your experience with patient engagement in research? 
• - I’m a researcher with patients/stakeholders engaged on my team 
• - I’m a researcher who wants to engage patients/stakeholders on my 

team 
• - I’m a patient who is a member of a research team 
• - I’m a patient who is a member of a patient board that is not study 

specific 
• - I’m something else 



o  Created the HMO Research Network [HMORN] work group in 2013 
• 12 members representing 8 HMORN member organizations 

o  Expanded to a Scientific Interest Group in 2014 
• Today: 60 members representing 12 HMORN member organizations 

o  Mission of the SIG: 
Improve the HMORN’s capacity to meaningfully engage patients as members of 
research teams to increase the value and applicability of research findings for 
patients, and to enable them to make informed healthcare decisions and achieve 
better health outcomes. 



o  Develop a community of engagement practice among HMORN researchers, 
patients and other stakeholders 

o  Conduct baseline assessments of engagement resources available in 
member       organizations  
o  Consult on building engagement infrastructure within member 

organizations 
o  Consult on planning for and implementing patient engagement in all phases 

of research 
o  Recruit patient partners as members of the SIG 
o  Identify best practices for measuring the engagement of patient partners 
o  Develop tools and resources for research teams  

 



Looking for best practices in patient engagement 



Purposes of Survey: 
1. Elicit engagement 
practices of HMORN 
research teams 
2. Identify best practices in 
engagement 
3. Highlight organizational 
barriers and/or efficiencies 
 

• Sent to PER SIG members 
and requested they also 
share with colleagues 
engaging patients in 
research 
 
 

• 26 electronic respondents 
from 9 HMORN institutions 



o   Roles and Stages of Engagement 
o   Identification/Recruitment/Screening 
o   IRB Oversight 
o   Organizational Support 
o   Compensation/Contracting/Hiring 
o   Training – Patient Partners and Research 

Team 
o   Data Sharing 
o   Feedback and Evaluation/Retention 
 

 
 
 



Selected 
Results: 

 

 

HMORN research 
teams are engaging 
patients across the 
research spectrum. 
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Where do 
we find our 
patient 
partners? 

 

Being embedded 
in our health 
systems helps…   
a lot. 21% 
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 How do you identify potential patient partners for your research teams? 
- Outreach at events, through newsletters, brochures or flyers 
- Clinic waiting rooms or physician contacts 
- Patient partners in other studies 
- Social media 
- Word of mouth 
- Other 



How do we 
prepare our 
patient 
partners? 
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We provide a 
broad base of 
information, i.e., 
most respondents 
addressed more 
than one topic in 
their trainings 



An Obvious 
Challenge: 
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How much should 
we compensate 
our patient 
partners? 



• How do YOU decide what to compensate patient partners? 
• - rate determined by study budget 
• - rate determined by other team member salaries 
• - rate allowed by budget 
• - rate used in other studies 
• - other 



o    Compiled results:  
•   identified gaps in knowledge and practice; noted common methods 
•   used free text comments on methods to highlight best practices. 

o   Drafted checklist of best practices 
o   Discussed checklist with PER SIG; received feedback on content and 

format – wanted space for individualizing content 
o   Changed format from checklist to workbook: a “user manual” 

 



Patient Engagement Workbook – Table of Contents: 

 I. Why engage patient partners on THIS 
study? 

 TIP: Estimating the costs of 
engagement 

 II. Define role(s) of patient partner(s) 
 III. Engagement logistics 

TIP: Compensation considerations 
 IV. Identification of patient partners 
 V. Recruitment 
 VI. IRB/Compliance 
  
 

VII. Other organizational departments 
VIII. Prepare to screen candidates 
IX. Screening practices 
X. Research team training 
XI. Formalize relationship with patient 
partners 
XII. Train patient partners 
 TIP: Retention of partners 
XIII. Monitoring and evaluation 
XIV. Closure: end of study 











o   Via presentation at HMORN conference 
o   Posted on the HMORN website:  

o   www.hmoresearchnetwork.org/en/Tools%20&%20Materials/Plan_Field/ 

o   Distributed via email to all PER SIG members:  shared with their 
organizations’ research teams 

o   Shared with Director of Patient Engagement at PCORI 
In process:  a PER SIG patient engagement consulting service for research 
teams. 

 

 



• Would you - or do you know of a research team that would - use 
engagement consulting services? 

• - Yes 
• - No 
• - I don’t know 



As a basis for customization to individual research teams or 
research shops 
Examples: 
o   include organization-specific templates for contracting or hiring 
o   add decision flows for determining appropriate compliance trainings 

depending on intensity or duration of engagement  
o   incorporate organizational standards for compensation 

 





 
• Sarah Madrid 
• Sr. Program Manager, Institute for Health Research, 
• Kaiser Permanente of Colorado 
• Sarah.Madrid@kp.org 
• 303-614-1358 (T) 
• http://www.hmoresearchnetwork.org/en/Tools%20&%20Materials/Pla

n_Field/HMORNPatientEngagementWorkbook.pdf 
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