
1. 
tension between data 
generation and utility.









“eat less and exercise”



2. 
engaging a larger cohort 

(or, “crowdsourcing”).



crowds of data users
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 tension between 
anonymity and utility.





crowds of data donors



 tension between 
expectation and reuse.





 68% ok with sharing in 
university research.





volunteer must click to proceed

all boxes must be checked



volunteer cannot skip video
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3. 
“just put it up and see 

what happens”





http://opensnp.org/users/615 
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http://files.snpedia.com/reports/promethease_data/genome_jtw_ui2.html
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“Also there is no suggestion of 
consanguinity in your pedigree.”

http://www.ianlogan.co.uk/ 
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we’re not so anonymous.





john.wilbanks@sagebase.org

wilbanks@nitrd.gov 

@wilbanks
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