
Hvidovre Hospital
The Danish HNPCC Register, Clinical Research Center

1

HNPCC Symposium 2022

Extra-colonic cancers in Lynch syndrome – clinical management
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New families per year and in total 

2Christina Therkildsen

N= 8,313     in total

N= 6,875     at-risk

Not HNPCC
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Re-evaluations
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• 2,044 families are still not 

re-evaluated

• Probably not attending

surveillance colonoscopy
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Other colorectal cancer syndromes
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New guidelines for Lynch syndrome 

Lynch syndrome
Familial colorectal 

cancer (FCC)

Slightly increased

risk of CRC

Pathogen variant in MLH1 MSH2 MSH6 PMS2 Ej påvist patogen variant

Cancer risk
48% (women)

57% (men)

47% (women)

51% (men)

20% (women)

18% (men)
10% (both sexes) 15-30 % 10-15%

Surveillance program
Colonoscopy every 2nd year

Life long

Colonoscopy every 5th year

Life long

1 colonocopy at 50 years

or                                

First contact >50 years

FIT screening thereafter

Age at surveillance

initiation 
25 year 25 year 30 year 35 year

10 years before youngest

affected

Earliest at 25 years and 

latest at 50 years

50 years or at first contact

No colonoscopy for 

people >75 years

Surgery
Subtotal colectomy or proctocolectomy

considered when CRC

Subtotal colectomy, proctocolectomy or 

segmental resection considered when

CRC

Like other CRC patients

Oncology
Adjuvant 5-FU suppl. with oxaliplatin for CRC stage III

Immunotherapy should be considered for disseminated CRC
Like other CRC patients

Lifestyle Avoid smoking and obesity. Physical activity is recommended.



Hvidovre Hospital
The Danish HNPCC Register, Clinical Research Center

InfoBioMed updates
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Regarding reports after

• Colonoscopic surveillance

• Gynaecologic surveillance

6/28/2024
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InfoBioMed updates
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Type cpr.nr. and get

• patient’s name
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InfoBioMed updates
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Type cpr.nr. and get

• patient’s name

• +/- known HNPCC
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InfoBioMed updates
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Type cpr.nr. and get

• patient’s name

• +/- known HNPCC

Send report and get

• surveillance program
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InfoBioMed updates
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Type cpr.nr. and get

• patient’s name

• +/- known HNPCC

Send report and get

• surveillance program

• reevaluation recommendation
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InfoBioMed updates
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Type cpr.nr. and get

• patient’s name

• +/- known HNPCC

Send report and get

• surveillance program

• reevaluation recommendation

• gyn surveillance stopped
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Type cpr.nr. and get

• patient’s name

• +/- known HNPCC

Send report and get

• surveillance program

• reevaluation recommendation

• gyn surveillance stopped

• warning for male gyn pt

InfoBioMed updates

136/28/2024
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How to do research using the Danish HNPCC data
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• Apply the Scientific Board

• By mailing the application form to

• HVH-HNPCC-Forskning@regionh.dk

6/28/2024

Lone Sunde geneticist

Inge Bernstein surgeon

Lars Henrik Jensen oncologist

Karin Wadt geneticist

Zohreh Ketabi gynaecologist

Louise Klarskov pathologist

Henrik Okkels molecular biologist

Christina Therkildsen the HNPCC Register
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Publications using data from The Danish HNPCC Register
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About the register

International journal

Danish journal
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