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Data Sharing and Genomic Privacy
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Genomic research = culture of broad data sharing
Decisions about data sharing involve privacy—utility trade-off

The right to privacy has been recognized by the U.S. Supreme

Court as a fundamental liberty deserving protection

However, it is not an absolute right and individuals waive their

right to privacy every day
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My Conclusions

Important to accurately describe risks and benefits for

informed decision making

Perceived risks and benefits more important than actual risks

and benefits

Protection is important, but respect is also (and maybe more)

important
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Participants from 6
Genomic Studies at

BCM Randomized
(N=323 making 335
decisions)

Traditional Binary Tiered
Consent Consent Consent

Subijects debriefed, shown all three consents, and given the
opportunity to change their consent form or data sharing option.

|

Follow-up Interview

(N=229, out of 285 eligible)
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Table 1. Consent Form Data Release Options

Option to
participate in

Type of study but refuse

Consent data sharing Data Sharing Options

Traditional No No options; agree to data sharing or do not consent to
participate in study

Binary Yes I consent to the release of my genetic and clinical
information into scientific databases, both publicly
accessible and restricted.
[ do not consent to the release of my genetic and clinical
information into any scientific databases, other than
those maintained for the purposes of this study.

Tiered Yes I consent to the release of my genetic and clinical

information into scientific databases, both publicly
accessible and restricted.

I consent to the release of my genetic and clinical
information into restricted databases only.

[ do not consent to the release of my genetic and clinical
information into any scientific databases, other than
those maintained for the purposes of this study.
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Before Debriefing After Debriefing

-

All
Participants

Consent Type
Traditional
Binary

Tiered

*Groups that were more restrictive in their decisions: Hispanic, Unmarried, Educated (at

™

Public Restricted Public Restricted

Release  Release ~ No Release | Release Release  No Release
83.9 6.6 9.6 53.1 33.1 13.7
100.0 0.0 0.0 62.1 31.9 6.0
84.9 0.0 15.1 50.9 30.2 18.9
66.4 19.5 14.1 46.0 37.2 16.8

least some college), Parents deciding on behalf of their child
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Respondents (%)

100 -
90 -

B Protect privacy
B Advance research

Strongly Agree Neutral  Disagree  Privacy-

agree utility
determination
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Individual Variation Re: Privacy-Utility Trade-Off
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Desire for Involvement and Respect

The majority (93.2%) of participants reported it is

somewhat to extremely important for them to be involved
in the decision about whether to share their genetic

information.

How: ask me

Why: RESPECT

A. McGuire (PI), 1 RO1 HG004333




You can borrow your sister’s bike. . ..If you do it without
asking, well, she’s going to get mad. But if you just ask
her, then she probably would’ve just said yes and it

would’ve been no big deal. It’s obviously a simplistic

analogy, but at the same time, you have to show respect to
4 J P

the individuals that you're asking to be subjects. (546)




Respect, Transparency, and Public Trust
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State to destroy 4 million newborn blood samples
Published 06:30 a.m., Tuesday, December 22, 2009

/




