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Respondent Summary
• 19/28 patient representatives (68% response rate)
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Meeting Frequency and Attendance
• 10 patient representatives (53% of survey respondents, 36% of all patient 

representatives) reported their group did not meet in the past 6 months
• Even in groups that met, most respondents were not able to attend all meetings 
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Patient Representative Satisfaction
• 10/19 (53%) of respondents felt that their experience had not met their expectations

• For patient representative in working groups that have met over the past 6 months, 
6/9 (66%) of respondents said the experience met or exceeded their expectations 
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Interest in Current Working Groups
• Only 1 respondent would definitely not want to continue in their current working group
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participate in a different working group?

Addressing Patient Representative Concerns
• 12/19 (64%) of respondents indicated that they would like the opportunity to 

participate in a different working group
• 6 did not want to continue or were unsure about continuing on their current 

working group (i.e. potentially want to change working groups)
• 6 wanted to continue in primary working group (i.e. potentially want to serve 

on multiple working groups)
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Addressing Patient Representative Concerns

• Implement plan to allow patient reps to 
switch groups or serve on multiple groups

• Re-assess participation across working 
groups; identify those who don’t want to 
continue

• Potentially recruit new patient 
representatives to fill gaps 



Ongoing Initiatives 

• Created and launched patient engagement 
survey for all REINS members

Check your email now! 
Only 8 questions. 
Available at https://is.gd/
REINSPatientEngagement

https://is.gd/REINSPatientEngagement
https://is.gd/REINSPatientEngagement

