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AmbryShare: A Model for Sharing Genomic Data to Understand all Human Disease 

 
 



It’s old news; How is AmbryShare different?  

Let’s get personal; Why share genomic data?  

The challenges ahead; Ok, so what’s next? 

 



Excerpt from  

March 8, 2016  

NY Times article: 

 

Charles Dunlop, founder  

and chief executive of  

Ambry, said he was  

approached by drug  

companies, but decided to make the company’s 
data freely available to expedite research. 

 

“I’ve got Stage 4 cancer myself,” he said, referring 
to advanced prostate cancer that is in remission. “I 
don’t want to wait an extra day.” 

 





What is AmbryShare? 

• A free online genomic database of anonymized 
aggregated variant allele frequencies from exome 
sequencing of 10,000+ women with breast and 
ovarian cancer. 

 

• A plan to expand to many other disease groups and 
exome sequence hundreds of thousands of 
individuals with patient engagement in the process. 

 

• AmbryShare is designed to help scientists 
understand the etiology of disease and identify 
targeted treatment and disease prevention 
strategies. 

 

• We hope researchers and pharmaceutical 
companies worldwide will access this data to 
accelerate the pace of research.  

 



AmbryShare:  How? 

IRB Submission 
 

• Deemed EXEMPT from consent requirements under 45 CFR 
section 46.101(b)(4)  
• “Research involving the collection or study of existing data, documents, 

records, pathological specimens, or diagnostic specimens, if these sources are 
publicly available or if the information is recorded by the investigator in such 
a manner that subjects cannot be identified, directly or through identifiers 
linked to the subjects” 

 
 
 

 

AmbryShare Cohort Selection 
• Samples were selected from patient samples received at Ambry 

Genetics for clinical genetic testing. 
 

• Patients who declined the use of their sample for research were 
automatically excluded. 
 

• All patients included in the cohort had a disease and/or 
diagnosis. The first release was focused on patients diagnosed 
with breast and/or ovarian cancer. 

 

• Samples were de-identified 
 

• Whole exome sequencing was performed, aggregated, analyzed 
and deposited online 



Data at a glimpse 

What Type of Information is Available In 
AmbryShare? 
 
The database provides: 
• The disease type (i.e. breast cancer) 
• Nucleotide alteration 
• Protein alteration 
• Genomic position 
• AmbryShare cohort frequency for each 

variant observed.  
• Information about protein structure 

and domain organization for each 
variant.  



More about the Database: Register with AmbryShare 

https://share.ambrygen.com/terms-of-use 



What Are the Future Plans for AmbryShare? 

• Continue to add patients and many 
diseases to the database 

 

• IRB approval for permission to re-contact  

 

• Expanded patient Involvement 

 

• Worldwide research collaborations 
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