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IntroductionIntroduction
• If one parent carries a genetic mutation for Lynch 

syndrome, there is a 50% chance that it will be 
inherited by each child

• It is not surprising then, that parents are concerned 
for the well-being of their children 

• In fact, the main reason parents undergo genetic 
testing is to obtain cancer risk information for their 
children

• Despite this, we know quite little about the 
experience of being a parent with Lynch syndrome 



Project OverviewProject Overview



A snapshot of A snapshot of 
information from the information from the 

questionnairequestionnaire

Study 1



Do you have biological children? Do you have biological children? 

• Average 2.2 children

• 30.6% under age 18



Have your children (>18 years) been Have your children (>18 years) been 
tested for Lynch syndrome? tested for Lynch syndrome? 

Of those tested, 
56.9% have Lynch 
syndrome



Did cancer risk affect your decision to Did cancer risk affect your decision to 
have children? have children? 
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How much do you worry about your How much do you worry about your 
childrenchildren’’s/grandchildrens/grandchildren’’s chances of s chances of 

developing cancer?developing cancer?
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Talking to Parents With Talking to Parents With 
Lynch Syndrome Lynch Syndrome 

Study 2



What are parents worried about? What are parents worried about? 



What helps parents to cope? What helps parents to cope? 



How do parents react to having their How do parents react to having their 
children tested for Lynch syndrome? children tested for Lynch syndrome? 

Regardless of 
the test 

results, nearly 
all parents 

said they were 
happy their 

children were 
tested and 

stated they did 
not have any 

regrets



Talking to Children About Talking to Children About 
Lynch Syndrome Lynch Syndrome 

Helpful Tips and 
Strategies to Use at 
Home



Should parents talk to kids about Should parents talk to kids about 
Lynch syndrome? Lynch syndrome? 

Adapted from “A Beginner’s Guide to BRCA1 and BRCA2”
The Royal Marsden NHS Foundation Trust (2013) 



Tips for Talking to Kids about Lynch Tips for Talking to Kids about Lynch 
SyndromeSyndrome
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