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New families per year and in total (by Dec 2024)

N= 9,898    in total

N= 8460     at-risk

Not HNPCC
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Family Classifications

Old classification systemNew classification system
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• 103 old families re-

evaluated in 2024

• Families with other genetic 

predispositions is 

increasing

• As are families with Lynch 

syndrome 
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Increasing number of Lynch syndrome families

48/24/2026

New guideline:

Universal IHC testing

of extracoloctal cancers
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Other colorectal cancer syndromes
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New feature in the register
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•Reporting outcome of 

urothelial surveillance

•Directly imported into the 

HNPCC Register

•Data quality control

•Research purposes

• Evaluating the efficacy of 

the current screening 

tools

• Evaluating compliance

New feature in the register
Urothelial surveillance

Urothelial surveillance
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How to do research using the Danish HNPCC data

9

• Apply the Scientific Board

• By mailing the application form to

• HNPCC-Forskning.hvidovre-hospital@regionh.dk

8/24/2026

Lone Sunde geneticist 

Thomas Bjørsum-Meyer surgeon

Lars Henrik Jensen oncologist

Karin Wadt  geneticist  

Zohreh Ketabi  gynaecologist  

Louise Klarskov  pathologist  

Stig Egil Bojesen  molecular biologist 

Christina Therkildsen the HNPCC Register 
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Publications using data from The Danish HNPCC Register
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hnpcc-forskning.hvidovre-hospital@regionh.dk 
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