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Key Opportunities:

• Real time longitudinal data collection 

• Advance surveillance beyond safety to include effectiveness and outcomes 

• Include populations not represented in pre-approval clinical trials

• Partner with patients in real world evidence generation as citizen scientists

Key Requirements:

• Patient-informed principles to guide tool design, data protection and privacy

• Patient-centric strategies to ensure new knowledge and insights are shared 

Digital Health Technologies for 21st Century Surveillance
Empower patient participation in continuous and shared learning 



The real voyage of discovery is not 

in seeking new landscapes but in 

having new eyes

marcel proust



Good news…the 
treatment is 
working well.

My whole life 
is affected...

I can't get to 
sleep...

or exercise like I 
used to...

...and foods just 
don't taste the same

Digital tools can illuminate data related to patient experience



Herrmann et al. Digital Competencies and Attitudes Toward Digital Adherence Solutions Among Elderly Patients Treated With Novel Anticoagulants: Qualitative Study J Med Internet Res 
2020;22(1):e13077 https://www.jmir.org/2020/1/e13077 DOI: 10.2196/13077

Digital tools can provide new solutions for old problems

https://www.jmir.org/2020/1/e13077


Patient-informed principles can provide guidance 



Existing systems can provide platform to maximize PGHD

Sentinel Initiative Repurpose My Studies App

My Rx App



Digital Health 
Tools can help us 
continuously learn 
from real-life 
experiences in 
real-time from 
real-people about
• Safety
• Effectiveness
• Outcomes 

Digital tools bring Patient Focused Drug Development full circle



to learn listen well 

to the experiences 

voiced by patients first

@SallyOkun 2010
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