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Questions for this panel...

What do people want to know?

How will people use what they know?

What are the [policy] responsiblities?

How do we move forward responsibly...
... with research?
... with “protections”?
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Policy Issues

B What level of de-identification provides “adequate” privacy
or confidentiality protection to participants without
damaging the science?

How do we respect the wishes of the individual participants
and sustain the public’s trust?

= \What is the standard for informed consent?

Should individual results from “basic” studies be
returned? If so, how and in what form?

How to provide responsible stewardship of the
research?




The Jiffy Lube of Genome Decoding

09.20.2008

A new company promises to map your DNA while-U-wait—for only a few hundred bucks.
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The first personal genomics (5 our approach
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genome sequencing and ¥’ KnomeCOMPLETE™
analysis services for
private individuals.
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Frequently asked questions

*  Recent news

Knome announces KnomeSELECT™ Knome in the media Learn More
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Kewvin Moloney for The New York Times

DNA, collected by swabhing the inside of a cheek can be used to determine whether a child is likely to excel at a particular

sport.
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New Scientist

How my genome was hacked
By Peter Aldhous and Michael Reilly

3/28/2009. Vol. 201 Issue 2701. p6-9.
Special Report

If our reporter's DNA is vulnerable, then so is yours. New Scientist investigates an
alarming new threat to genetic privacy

INTIMATE secrets hidden in your DNA could be stolen without you even realising. By
taking a glass from which you have drunk, a "genome hacker" could obtain a
comprehensive scan of your genome, revealing DNA variants that help determine your
susceptibility to a wide range of diseases, from a common form of blindness to

Alzheimer's disease.




B Back to the people ...

....participant
.... patient

...partner
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Also in July: Genetics Day on the Hill. July 16 - Gene
Screen, July 16

Network CPoiey
Login

eessssee | Who said it? When did they say Gene Screen Sign On to Consensus
it? How did they know? Principles for Health Reform!

v covennee . 2009

Join over 100 organizations, coalitions,
and companies in a collective voice to
inform the health reform process.
Download the consensus principles
here, and sign on in support by
emailing your organization name to
healthreform@geneticalliance.org.
The deadline to sign on is Monday,
July 13.

Trust It or Trash It?

'/ Quality Assessment Toalbox
s

Use the new “Trust it or Trash it?" tool to
judge the quality of materials about Join us on Thursday, July 16,
genetic conditions (such as booklets, immediately following Genetics Day
websites, and handouts). Also, use it to on the Hill, for Genetic Alliance's
help create new materials. Click here to Gene Screen: A Night of Film on
learn how to think about and evaluate the Health and Genetics.
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Program Manager, Healthcare IT Standards Panel Private Access Named to Forbes' List of
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Accelerate Clinical Research

Your Privacy is Our Priority Control Access to Your Records
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