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Background

• Biobanks worldwide are returning or planning to return genomic 
results (gRoR).

• Family sharing practices of biobank participants with unanticipated 
genomic findings are still unknown. 

• This study investigates how personal and family medical history 
impacts family sharing practices. 

• We present data from the Mass General Brigham Biobank. 

Methods 

As of November 2020: 123,570 patients were 
enrolled; broad recruitment with no targeted 
indication. 

Pathogenic or likely pathogenic (P/LP) variants 
identified were returned to 139 participants  
previously unaware of their variant. 

Participants with P/LP variants surveyed at 1- and 6-
months post-disclosure. Survey tools were developed 
by the eMERGE III Network.

Discussion 

• Findings show regardless of personal or family medical history, most Biobank participants shared or planned to share 
results with their siblings and children. 

• Beyond personal or family history, individuals have a variety of personal reasons for sharing or not sharing genetic 
results.

• Future studies: Should explore how sharing results impact family follow-up testing and care and should gather data in 
larger and more diverse populations. 

• Mean age of 60.4 years; 65.10% female; 100% white, non-Hispanic
• 27 participants met criteria for clinical genetic testing 

Results 

Characteristics of Participants who Completed ≥1 Survey (n=43) Top Reasons For Sharing

Comparison of Family Sharing Practices

Top Reasons Against Sharing
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SF 2.0 

Surveys reviewed for intended and actual sharing 
practices with siblings and children; parents were 
excluded due to vital status uncertainty. 

Retrospective medical record review (n=43) 
determined if participants met clinical criteria for 
genetic testing, based on personal/family history. 

†There were no differences in sharing between those who met criteria for testing and those 
who did not (G=0.0848, p=0.9585).
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*More than one option could be selected 
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Thinking about the family members you DID 
share your genetic test result with, which of the 

following were important to your decision to 
share?* (n=29) 
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Not close to family member/s
(n=3)

Not in contact with family
member/s (n=4)

Family member/s were too young
(n=4)

If you did not disclose your genetic test results to 
SOME or ALL of your family members, which of 

the following were reasons for NOT sharing* 
(n=15) 

Condition
Gene
Cancer (n=17)
BRCA1 (3), BRCA2 (8), 
APC (1), MSH2 (1), VHL 
(3), SDHC (1)
Familial 
Hypercholesterolemia 
(n=12)
APOB (4), LDLR (8)

Cardiac (n=14)
GLA (1), MYBPC3 (6), 
MYH7 (2), KCNQ1 (5)

5/5 (100%)

12/13 (92.3%)

5/5 (100%)

8/9 (88.9%)

Number of participants who shared or planned to share 
with at least 1 sibling or child 

Did not meet clinical criteria
n/n (%)

Met clinical criteria
n/n (%)

4/4 (100%)

6/7 (86.7%)


