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Genetics and Public 
Policy Centre at Johns 
Hopkins University 
(David Kaufman): 
1,048 consumers: 
 
94%: curiosity 
77% improve their 
health 
 
58% information helps 
them to improve their 
health 
 
34% healthier diet 
14% more exercise 
 
88%: information easy 
to understand 
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(a) Summary of pretreatment disease progression curves for 149 intent-to-treat patients matched 

by the PatientsLikeMe matching algorithm. Error bars are 1 s.e.m. in each direction. (b) Intent-to-

treat analysis of 149 patients treated with lithium carbonate compared with controls fails to find 

any significant differences in progression (P > 0.05 at 12 months). Squares represent data from a 

previous trial7. Error bars are 1 s.e.m. in each direction. Dashed lines indicate the smallest 

detectable effect (α = 0.05, 80% power). (c) Full-course analysis of 78 patients treated with 

lithium carbonate compared with controls fails to find any significant differences in progression 

(P > 0.05 at 12 months). Dashed lines as in b. 

http://www.nature.com/nbt/journal/v29/n5/full/nbt.1837.html
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Participatory turn  
in disease research 

- Benefits and risk of self-reported data 
 

- Privacy risks? 
 

- Research ethics: need for new regulation? 
 

- Education needs for all stake holders 
 

 

[Barbara Prainsack, and Howard Wolinsky (2010). Direct-to-consumer 
genome testing: Opportunities for pharmacogenomics research? Editorial, 
Pharmacogenomics 11/5: 651-655] 

 



Data-rich medicine 

• Collaboration 

 

• Redistribution of power, expertise, and agency 

 

• Data moving from public to health domain 
(and vice versa) 

 

• Data analysis has become a market 

 



 

Health 2.0 


