
Making the Invisible Visible
An example

Enlisting Patient Partners 
as an 

Experienced Community
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• BeACCoN was looking at digital health data
• People were producing their own digital 

health data (PGHD)

Q. What principles could inform the use of this data?

Q. Who could develop these principles? 

How it came about
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What we did

PAN led the work
• Survey and discussions 

with the PAN community

• PAN Innovation team meetings

• Two stakeholder workshops –
supported by BeACCoN

Report:
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The Patient Advisors Network 
(PAN) 

is a 
pan-Canadian 

community of practice 
for patient partners 

Person Generated Health Data (PGHD) Principles: 
Through the Patients and Caregivers Lens



Impact of our work

Impact on policy
• ON Ministry of Health wanted Report to help 

inform privacy legislation changes

• Presented results to a big health data consortium  
developing health data strategies for Canada

• Which led to …
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What we learned

1. Patient partners can lead the work

2. Patient partners as a community 
are a great source 
of collective expertise
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