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A company that provides: 

 A service to give consumers access to their 
genetic data (+ features and tools to make 
that data useful and interesting) 

 A platform for genetic research 

What is 23andMe? 
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People care about: 

•What might I learn about myself if I sign up for 
23andMe? 
•What might another person/organization learn about 
me if I sign up for 23andMe? 
•What might another person learn about him- or herself 
if I sign up for 23andMe? 
•What might a third person/organization learn about 
another person if I sign up for 23andMe? 

tested 
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23andMe’s Personal Genome 
Service 
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23andMe’s Personal Genome 
Service 
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23andMe’s Personal Genome 
Service 
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23andMe’s Personal Genome 
Service 
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Health and traits reports over time 

2007 2008 2009 2010 2011 2012 

23andMe 
launches 

Landmark 
WTCCC GWAS 
published 

13 

BRCA report 

133 

5+ new or updated 
reports every month 

Parkinson’s 
(LRRK2) report 

Alzheimer’s 
(APOE) report 

More carrier 
status 

188 237 

ERs, PRs 

Clinical reports, 
research reports 

90 

V2 chip V3 chip 

Drug 
response, 
carrier status 
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5. Risks and Considerations Regarding 23andMe Services 
 
Once you obtain your Genetic Information, the knowledge is 
irrevocable. You should not assume that any information we may 
be able to provide to you, whether now or as genetic research 
advances, will be welcome or positive. You should also understand 
that as research advances, in order for you to assess the meaning 
of your DNA in the context of such advances, you may need to 
obtain further services from 23andMe or from your physician or 
other health care provider. 
 

23andMe’s Terms of Service 
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5. Risks and Considerations Regarding 23andMe Services 
… 
You may learn information about yourself that you do not 
anticipate. This information may evoke strong emotions and has the 
potential to alter your life and worldview. You may discover things 
about yourself that trouble you and that you may not have the 
ability to control or change (e.g., your father is not genetically your 
father, surprising facts related to your ancestry, or that someone 
with your genotype may have a higher than average chance of 
developing a specific condition or disease). These outcomes could 
have social, legal, or economic implications. 
 

23andMe’s Terms of Service 
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Disease Effect/result Percentage 
Venous 
thromboembolism* F5 or F2 mutation 8.2% 
AMD 4-fold average risk (28%) 5.6% 
Cystic Fibrosis* DeltaF508 mutation 2.5% 
Prostate cancer double average risk (36%) 1.0% 
Alzheimer’s disease* At least one APOE e4 copy 25% 
Parkinson’s* LRRK2 G2019S mutation 0.5% 
Crohn’s 5-fold average risk 5% 
Fluorouracil* toxic reaction 1.5% 
Plavix* greatly reduced efficacy 5% 

 

* 23andMe’s custom chip only 

Who learns what? 
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“Locked” reports 
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“Locked” reports 

Reports on genetic 
variants that have 
particularly strong 
impact on disease risk 
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“Locked” reports 
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“Locked” reports 
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“Locked” reports 
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Other discoveries: ancestry 
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Family inheritance 

mother father 

100% identical 

siblings 

50% identical 

0% identical 

Other discoveries: family relationships 
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Other discoveries: family relationships 
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Paraphrasing:   

"I'm the family genealogist - I spend all my time looking 
up old records, and I'm at this reunion of my Dad's 
family, recording information, thinking, I'm not even 
related to any of these people!  And my mom still 
isn't talking to me ..." 

 
23andMe Terms of Service:  
 
You may learn information about yourself that you do not anticipate. This information may evoke 
strong emotions and has the potential to alter your life and worldview. You may discover things 
about yourself that trouble you and that you may not have the ability to control or change (e.g., 
your father is not genetically your father, surprising facts related to your ancestry, or that someone 
with your genotype may have a higher than average chance of developing a specific condition or 
disease). These outcomes could have social, legal, or economic implications. 

Other discoveries: family relationships 
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23andMe Stories: https://www.23andme.com/stories/2/ 

Other discoveries: family relationships 
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5. Risks and Considerations Regarding 23andMe Services 
… 
Genetic research is not comprehensive. While we measure many 
hundreds of thousands of data points from your DNA, only a small 
percentage of them are known to be related to human traits or 
health conditions. The research community is rapidly learning more 
about genetics, and an important mission of 23andMe is to conduct 
and contribute to this research. In addition, many ethnic groups are 
not included in genetic studies. Because interpretations provided in 
our service rely on these published studies, some interpretations 
may not apply to you. Future scientific research may change the 
interpretation of your DNA. In the future, the scientific community 
may show previous research to be incomplete or inaccurate. 
 

23andMe’s Terms of Service 
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Health and traits reports over time 
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23andMe’s Personal Genome 
Service 
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23andMe’s Personal Genome 
Service 
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Genotypes for about 1,000,000 single nucleotide 
polymorphisms, or SNPs, and a few insertion/deletions 

 Illumina 730k OmniExpressPlus with an additional 
~300,000 SNPs custom-selected by 23andMe 

 SNPs distributed across entire genome: chromosomes 
1-22, X & Y, as well as mitochondrial DNA 

 

What DNA data does 23andMe 
provide? 
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What DNA data does 23andMe 
provide? 
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What DNA data does 23andMe 
provide? 
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External tools for interpreting 
23andMe raw data 
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External tools for interpreting 
23andMe raw data 
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23andMe’s Terms of Service 

In addition, if you choose to provide your Genetic and/or Self-
Reported Information to third parties - whether individuals to whom 
you facilitate access, intentionally or inadvertently, or to third parties 
for diagnostic or other purposes - you agree to defend and hold 
harmless 23andMe, its employees, contractors, successors, and 
assigns from any and all liability arising from such disclosure or use of 
your Genetic and/or Self-Reported Information. 
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Our most recent publication 
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List of 23andMe publications 
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Updating customers regarding 
research 
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23andMe’s Personal Genome 
Service 
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 Stated risks around new personal discoveries very explicitly in Terms of Service 

 Moved from “opt in” step for all health reports to “opt in” step for a subset of four 
health reports 

 Provided extensive educational & background information 
 Provided in-depth background information on diseases plus associated genetic and non-

genetic factors 
 Provided educational videos for APOE and LRRK2 reports 

 Provided genetic counseling option through partner 

 Provided customers with options for sharing different sets of results with other 
customers 
 Provided options of sharing with or without health reports 
 Excluded four “locked” reports from both sharing options 

 Provided new reports based on research supported by customers 

 

 

Some steps we have taken … 
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Importance of customer feedback 



46 Copyright © 2013 23andMe, Inc.  All rights reserved.  46 

Acknowledgements 

• Colleagues at 23andMe 
• Anne Wojcicki, Brian Naughton, Ashley Gould, Nick 

Eriksson, David Hinds, Chuong Do, Amy Kiefer, Uta Francke, 
Joyce Tung, Emily Drabant, Cheri Djamco, Meghan Mullins, 
Kim Barnholt, Samara Mohammed, Mike Macpherson, Eric 
Durand, Arnab Chowdry, Shirley Wu, and many more  

• 23andMe’s Advisors 

• 23andMe’s customers who have 
provided feedback regarding the 
service, as well as survey responses 
and genotypic data for research 


	Incidental Findings: A 23andMe perspective
	Slide Number 2
	Slide Number 3
	Slide Number 4
	Slide Number 5
	Slide Number 6
	Slide Number 7
	Slide Number 8
	Health and traits reports over time
	Slide Number 10
	Slide Number 11
	Slide Number 12
	Slide Number 13
	Slide Number 14
	Slide Number 15
	Slide Number 16
	Slide Number 17
	Slide Number 18
	Slide Number 19
	Slide Number 20
	Slide Number 21
	Slide Number 22
	Family inheritance
	Family inheritance
	Slide Number 25
	Slide Number 26
	Slide Number 27
	Slide Number 28
	Slide Number 29
	Health and traits reports over time
	Slide Number 31
	Slide Number 32
	Slide Number 33
	Slide Number 34
	Slide Number 35
	Slide Number 36
	Slide Number 37
	Slide Number 38
	Slide Number 39
	Slide Number 40
	Slide Number 41
	Slide Number 42
	Slide Number 43
	Slide Number 44
	Slide Number 45
	Slide Number 46

