
transforming clinical study through 
participant-centric mobile research 





1. 
 

mobile brings prediction, massive 
sample sizes, machine learning. 



the old promise is: you’re my subject. 
trust me to make things better. 



To predict whether or not we’ll click on ads, Facebook / 
Amazon / Google have longitudinal data on individuals.  

where i’ve been,  
where i’m going 



To predict whether or not we’ll click on ads, Facebook / 
Amazon / Google use sample sizes in the hundreds of 
thousands.  



n=689,003 



this data isn’t coming in via the old 
promises and methods. 



the new promise is: you’re my partner 
now, and we need to work together. 





            sion … every six months, the team will conduct p              



includes timing of medications 



includes timing of medications 



individual progression 



high-dimensional data 



“loads and reliefs” affect the efficacy of medication 



     ecombining studies…which means     



radical honesty  
> radical restrictions 

 
informed consent is the key. 



2. 
 

how can we increase 
informedness in mobile or 

digital consent? 



http://animalnewyork.com/wp-content/uploads/Facebook-research-consent-lede.jpg 



what happens if we import toxic ethics  
from tech to health? 





comprehension 
language 
time 
format 
 

regulatory 
liability 







screens are organized in consistent areas 
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Visual Information area 
Graphics demonstrate and reinforce the 
information provided in text. 

Learn more links 
Opens to detailed text from the 
consent document. 

Text Information area 

Instruction area 

Navigation 

Main Concept 



tell the “story of the study” 
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Welcome     The research    Your Data     impact on your life - Issues
  

What is involved      Your rights   Potential risks and benefits           
    

Comprehension- Review & 
Consent 











comprehension assessment 
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         Comprehension 

Unfortunately you answered one or 
more questions incorrectly.  You 
can return at the beginning of the 
walkthrough to get more 
information about the study. 



By agreeing you confirm that you read 
the information and that you wish to 

take part in this research study 

review traditional consent form  



34 

unambiguous consent 



changeable by participant 



>20,000 mPower enrolled since 
3/9/2015 

 
(~75% choose to share broadly) 



iconographic 
representations of 
key concepts  
in informed 
consent  

open source methods 

This project was supported by grant number U18HS022789 from the Agency for Healthcare 
Research and Quality. The content is solely the responsibility of the authors and does not 
necessarily represent the official views of the Agency of Healthcare Research and Quality. 



3. 
 

governance beyond consent 









identity test 

data use statement 







thank you 
 
http://sagebase.org/ 
 
@sagebio 
 
@wilbanks 
 

http://sagebase.org/
http://sagebase.org/
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