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New families per year and in total (by Dec 2024)
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Family Classifications
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New classification system _ g Old classification system
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« Families with other genetic
predispositions is
increasing
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« As are families with Lynch
syndrome
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Increasing number of Lynch syndrome families
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Other colorectal cancer syndromes
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New feature in the register
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New feature in the register

* 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
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& InfoBioMed v2.3.2.16

Reports
Welcome [F4]

m Urological surveillance [F3]

Functions

3 Mew patient [Ctrl+Ins]

Welcome - Urological surveillance

Patient information

Performing data

Clinical results

Civil no 040860-0001

First name F.

Last name L.

Indication Screening

Symptom

Rermarks

Haematuria, macroscopic
Pain
Lower urinary tract symptoms

[C] start new surveillance round

Other (describe)

Date Examinati pyelonephritis Remarks
.. | Other (describe)
08-09-2025 Urine dipstix
. Unknown
08-09-2025 0 ulrasound TLITor I DEviE
28-08-2025% [ CTscan Tumor in pelvis
28-08-2025 O MR =scan Tumar i pelvis
28-08-2025 O Flexcystoscopy Mormal
22-08-2025 O mefroursteroscopy  Qdhers Flonk
Pathological results
Date Location Examination Result Ren
08-09-2025 ] Urine cytology Linine cytology Paris IV Suspicious for Carcinomsa
O Urine MsI
28-08-2025 [J Urine DMARMNA PER Abnormal
08-09-2025 O renal pelvis Other Cancer Ahiation
08-09-2025 O Ureter Resection IS
[0 Bladder
[0 Urethra
08-09-2025 O Metastasis Bigpsy Cancer
O
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How to do rese
* Apply the Scienti

Lone Sunde

Thomas Bjgrsum-Meyel
Lars Henrik Jensen
Karin Wadt

Zohreh Ketabi

Louise Klarskov

Stig Eqgil Bojesen
Christina Therkildsen

- By mailing the af

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

Opdateret 30.7.2018, vers. 2.3.
X

Rnsegningsskema vedr. forskningsdata fra

HNPCC-registret Ansegningsnummer:

(pdferes of ENPCC-regiaersy)
kartfane prowokel.

Projektets usel skal indgd i filnaver.

fesn, b-bnpec-forsimme Fregionh di

Opdateret 30.7.2018, vers. 2.3.

Assegningen udfyldes og sendes ehekmronisk il HNICC-regismet bilagt ik har for st ansive tekst

Direlcte kontakt til registrerede individer:

Planl=gges direlte kontakt ul registrerade mdinider 1 ENPCCregistres”

JaO Ne:O

Hvis ja, beskyiv her eller hanvis til protokol: Elik her for at angive

talest

Oply:ninger vedrorende onshede data:

1. Twudspariode for

KElik ber for at angzive tekst

Projekmtel

Klik her for at angive tekst

datauduwsk:
1. Smdiepopulation: Kbk her for at angive telst
. Evt. yderlizere Klik her for at angive tekst

specificering af population

Ansoger:

Nawm: Klik her for st angive tekst
Stilling: Klik her for st angive tekst
Ansmttelsessted:  Klik her for zt angive tekst
Nave, sdrerse,

pestnemmer og by

Telefon: Klik her for st anzive tekst
E-mail: Klik her for at angive tekst.

* Vanabler der smske: fra Klik her for at angive tekst
HNPCC-rezistrer’
(ke ogzd beskrives |
prowia))

5. Gnsket dataformar
T8V (Excel bompatibelt), XML,
SAS, andet)

KElik ber for at angzive tekst

Andre ophrminzar:

Klik her for at angive tekst

Kontaktperson, ivis danme (kke e anseger
(narm, sulling. ansenelsessted, L, e-mail)

KElik her for at angive tekst

"Kus overceduede kategorier variabelnavne for udtnek skal angives. da precisering sker efter godkendels: af

ansognisg | sunarbejde mued registret,

Projektdeltagere fnave qfid ‘nstirunion) - alle skal medtages:

Elik her for st angive tekst

"Til data blive bebandlet af andve end de ankartz projektaeltazere
i indeverends ansegning?

Jad Ne: O

Hvis ja angiv navn og tilherende organisation mstinition:

|A_ﬂnlm;mnﬂmmpqmmndghn

Klik her for st angive tekst

Start- og slutdato for projektet:
Startdato:  Elik her for st angive telst
Shutdato: Elik her for at angive tekst
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Publications using data from The Danish HNPCC Register
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hnpcc-forskning.hvidovre-hospital@regionh.dk




	Slide 1: HNPCC Symposium 2025  Welcome and News
	Slide 2: New families per year and in total (by Dec 2024)
	Slide 3: Family Classifications
	Slide 4: Increasing number of Lynch syndrome families
	Slide 5
	Slide 6
	Slide 7
	Slide 8
	Slide 9: How to do research using the Danish HNPCC data
	Slide 10: Publications using data from The Danish HNPCC Register 
	Slide 11

