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Agenda

• Welcome

• Brainstorm sick day guide dissemination ideas

• Discuss creating a resource guide to help clinics engage 

PWD and their families into care team QI projects

• Discuss November 2023 Learning Session 



Updated Sick Day Guide



Updated Sick Day Guide



Sick Day Guide Dissemination
• T1D Exchange website
• Collaborative clinics’ websites
• ADCES website
• Remaining needs

o Translation (prioritizing Spanish first)
o Other translation opportunities?



November Learning Session
Tuesday November 14 and Wednesday November 15

New York, New York, in collaboration with the T1DX-QI centers in NYC (Albert 
Einstein, Cornell, Mount Sinai, Northwell Health, and NYU Langone.)



Engaging PWD
How can we help clinics to meaningfully and authentically engage with PWD and 
their families?

Goal: make a guide that can help clinics engage with patients and families in the QI 
work and present this at the November 14-15 Learning Session.



What do clinics see about involving patients in QI 
work when they join?
Language that is written into their contracts:

Patient/Caregiver Team Representative
• If desired, receive training in QI fundamentals. 
• Attends in person Learning Sessions during the first year to supplement the 

fundamentals training and share with the other selected sites the team’s 
experiences testing interventions.

• Engaged in local QI efforts at the clinic level
• Participates in 90-minute Collaborative calls quarterly to report on progress and 

discuss issues. 
• We also recommend a patient/parent representative from each clinic participates 

on the Patient/parent Advisory Committee, but that does not have to be the same 
team member involved in the above efforts.  Those meetings are held quarterly.



Engagement
• Video from IHI: clinician talks about her hospitals experience of engaging patients. 

They tied it to safety and specifically asked patients that they had harmed if they 
would give advice- to help prevent future harm. 

http://www.ihi.org/education/IHIOpenSchool/resources/Pages/Activities/Bintz-
EngagingPatients.aspx

• Guide developed in Ontario, offers practical tips on how to involve patients in QI. 
http://www.hqontario.ca/portals/0/documents/qi/qip/patient-engagement-guide-
1611-en.pdf

• Amy- made this short video for us on this topic.
https://www.youtube.com/watch?v=gse9W6WV87U

http://www.ihi.org/education/IHIOpenSchool/resources/Pages/Activities/Bintz-EngagingPatients.aspx
http://www.ihi.org/education/IHIOpenSchool/resources/Pages/Activities/Bintz-EngagingPatients.aspx
http://www.hqontario.ca/portals/0/documents/qi/qip/patient-engagement-guide-1611-en.pdf
http://www.hqontario.ca/portals/0/documents/qi/qip/patient-engagement-guide-1611-en.pdf
https://www.youtube.com/watch?v=gse9W6WV87U


Engagement suggestions
• Involve PWD from the beginning to ensure that the decisions reflect what is 

meaningful for them.
• Be humble and transparent in your approach. Don’t pretend that everything is 

perfect or that you have everything figured out.
• Don’t be afraid to show real numbers/data to PWD with poor results. You can 

acknowledge the health inequities and how the hospital/division is working to 
address them and change them.

• Invest time in building a cohesive team of people who care and contribute to its 
success.

• Patient advisors don’t want to advise without their opinions being 
heard/incorporated. When I worked with a group of primary care patient advisors, 
one of them talked about a bad experience she had with her care. When she saw 
her primary next- she could see her PCP was really stressed out so she let the issue 
slide. She acknowledged that the “systems” are imperfect. She recognized her 
doctor’s humanness, and she gave her a pass/break. Her telling that story led us 
into a future conversation about the problem of systems and how the patients 
could be advocates for systems change- it was powerful.



Next Meeting

• Wednesday July 12th
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