1.
tension between data
generation and utility.
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Table |. Total Prostate-Specific Antigen for VWhite Males
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Reprinted with permission from Prostate-specific antigen (PSA). Available at: http://www.webmd.

com/hw/mens_conditions/hw5522.asp. Accessed August |3, 2006
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“eat less and exercise”



2.
engaging a larger cohort
(or, “crowdsourcing’).



crowds of data users
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tension between
anonymity and utility.



' These are guidelines only. Local regulations may impose a different tier assignment

e Contact the ACT with any questions (act@sagebase.org)

¥ Open - Restricted ¥ Controlled

¢ Nonhuman data e Human non-genotype data with conditions  Human sequencing and/or
 Human data not otherwise outlined in informed consent such as: genotype data from living
restricted. This may be data that is: e Research field of use individuals
* Anonymized Type of analysis  Human non-genotype data from
e Publicly available elsewhere Users must be a research partner with sensitive populations
Genotype data from deceased data generator
individuals Requirements for return of results
De-identified, non-genomics Use affiliations (eg., nonprofit only)
data
Copy Number Variation (CNV)
data
Data unambiguously consented
for data sharing




crowds of data donors



tension between
expectation and reuse.
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68% ok with sharing in
university research.
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all boxes must be checked

Consent to Research

TWese are the rights you are granting to qualified researchers

[”] Right to do research with my data v Welcome
[C] Right to redistribute my data v Willingness to Participate
[] Right to publish the results of research from my data v Researcher Terms of Use

e Grant Rights

] Right to commercialize products derived from research on my data -
e Watch Video

¢ Checkpoint

e Acknowledge Understanding

e Consent Form
e Generate ID

e User Profile

Sign In
e Upload Data

volunteer must click to proceed



potential for harm
economic

social
and more we don’t know

You must finish watching the video to advance in the consent process.

volunteer cannot skip video



Consent to Research c-g coneer

Tell us that you
understand this
informed consent
process.

| understand the uncertainty and risk of public genetic research.
| provide consent for my data to be used in public genetic research

| understand that although | can withdraw at any time, | cannot withdraw
data that has already been distributed.

| want to give consent

v Welcome

v Willingness to Participate
v Researcher Terms of Use
v Grant Rights

v Watch Video

v Checkpoint

Acknowledge Understanding

Consent Form
Generate ID

User Profile
Sign In
Upload Data



7. You choose what data to upload.

True

False

8. You can decide to withdraw at any time.

True

False

Response
Percent

l 100.0%
0.0%
answered q uestion

skipped question

Response
Percent

I 88.3%
1.7%
answered q uestion

skipped question

9. If you withdraw, it's certain that all your data can be cleared from the system.

True

False

Response
Percent

7.6%

892.4%

answered question

skipped question

Response
Count

1186

116

Response
Count

116

116

Response
Coumt

109

116

20



10. You are guaranteed confidentiality.

Trua

False

11. Researchers have to sign terms of use to access your data.

True

False

12. Your data will be redistributed to qualified researchers.

True

False

Response
Percent

41.5%

58.5%

answered question

skipped question

Response
Percent

96.6%

d.4%

answered question

skipped question

Response
Percent

97.4%

2.6%

answered question

skipped question

Response
Coumt

49

69

118

Response
Coumt

114

116

Response
Coumt

114

17

21



3.
‘just put it up and see
what happens”



S y n a p S e CONTRIBUTE to the CURE

BETA

Home » Self-Contributed Data fo... » Individual 1418165 » Genotype- 23andme |@ Down

~ Genotype- 23andme (syn1418166)
Added by: Xavier Schildwachter on: Mon Oct 01 18:59:24 GMT-700 2012

Modified by: Christine Suver on: Tue Oct 02 09:07:59 GMT-700 2012
Version: 0.0.0 [1] (show all versions)

Description

Genotype from individual 1418165, generated by 23andme using the lllumina OmniExpress Plus genotyping beadchip.

This is a PLC contributed dataset (http://weconsent.us/about)



OpenSNP News Genotypes Phenotypes v

jtw's page

A
)

jtw has uploaded genotyping rawdata.

e o Download this set (23andme)

I

Description

This user has not entered a description yet.

jtw's variations

This user has not entered any phenotypes yet.

Contact openSNP: Blog | Twitter | Mail | Privacy Policy | openSNP in the press
The openSNP project is licensed under CC BY SA 3.0. The data is licensed under CCO 1.0. The hand drawn icons were created by one seventy seven and are

licensed under CC BY 3.0, the CSS of openSNP is provided by Bootstrap, from Twitter and is licensed under the Apache License v2.0. Tiny white person in the
navigational-bar from glyphicons.

http://opensnp.org/users/615
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http://files.snpedia.com/reports/promethease_data/genome_jtw_ui2.html
http://files.snpedia.com/reports/promethease_data/genome_jtw_ui2.html

JTW'

MINOR ALLELE PROCRAM REPORT

"JTW' "Jw' '615° 23andMe Results Chromosomes 1-22 4 Octocber 2012

The program finds about 60 'rare/uncommon' SNPs from the 900,000+ tested by 23andMe.
There is just a single 'homozygous-recessive' result:

"AA rsllB869580 Intergenic

but as this occurs in an Intergenic region it is unlikely to be of significance.

There are no SNPs of special note.

RESULTS

rs56367069 at Chrla:17326767 gave 'CT' The minor allele is 'T' with a MAF = 0.00776.
rsd4949212 at Chrla:31961711 gave 'GT' The minor allele is 'G' with a MAF = 0.00959
rsll181088 at Chrla:54563039 gave 'AG' The minor allele is 'G' with a MAF = 0.00959
rsl1109918 at Chrla:67862482 gave 'AG' The minor allele is 'G' with a MAF = 0.00822.
rsl2751479 at Chrlb:98056007 gave 'GT" The minor allele is 'T' with a MAF = 0.00228
rs35669708 at Chrlb:156851382 gave 'AG' The minor allele is 'A' with a MAF = 0.00999
rs35698797 at Chrlc:229665958 gave 'CT" The minor allele is 'T' with a MAF = 0.00502
rsd45471294 at Chr2a:31600017 gave 'CT' The minor allele is 'T' with a MAF = 00914.
rsl7776702 at Chr2b:103317676 gave 'AG' The minor allele is 'G' with a MAF = ooges
rsl7760364 at Chr2c:189631806 gave 'AG' The minor allele is 'G' with a MAF = 00959
rs279552 at Chr3a:9976159 gave 'AG' The minor allele is 'A' with a MAF = 0.00639
rsd460965 at Chr3a:10122927 gave 'CT'" The minor allele is 'T' with a MAF = 0.00594.
rs2067466 at Chr3a:11300780 gave 'CG' The minor allele is 'C' with a MAF = 0.00319



“Also there is no suggestion of
consanguinity in your pedigree.”

http://www.ianlogan.co.uk/
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we're not so anonymous.
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@wilbanks
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