Hvidovre Hospital

REGION

HNPCC Symposium 2021

Lifestyle and preventive strategies



REGION

families

Hvidovre Hospital

New families per year and in total

8000 - @ New families Total family count At risk families N= 7,892 In total

} Not HNPCC
N= 6,453 at-risk

6000 —

10.001 families (oct. 2021)
1.953 closed families (no return of family book, patient interuption etc.)
169 family numbers not used (closed after families have been merged
together)
168 families under evaluation
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Re-evaluations

2,172 families are
still not re-
evaluated

May be explained
by death of family

members in-risk. £
j
Moderate risk (few &
LL

at-risk members)
and late onset (old
members)

New classification system

N= 561 306

206

Old classification system

N= 229

1500 —

1000 —

500 —

Other Lynch Lynch-like Familial

Cancer
Syndrome

cancer risk

1
Slightly '
colorectal increased

88
-

1422

HNPCC Late

onset

Moderate Register
grey zone




Re-evaluation - 2021

Hvidovre Hospital

1400

o N

1200
1000
800
600
400
200




Hvidovre Hospital

Other colorectal cancer syndromes
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Not HNPCC

» Can only keep the families genetically
counselled at the HNPCC Register

* The medical journals are in only present in
the register

* 1,116 families with status "Not HNPCC” will
stay

» 183 families will be deleted
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Starting as “Not HNPCC”

BRCA obs 1 1.09 1 1.09
Familial colorectal cancer 23 25.00 24 26.09
HNPCC 2 2.17 26 28.26
Late onset 2 2.17 28 30.43
Lynch 8 8.70 36 39.13
Lynch-like 1 1.09 37 40.22
Moderate 28 30.43 65 70.65
Other cancer syndrome 3 3.26 68 73.91
Register grey zone 4 4.35 72 78.26
Slightly increased risk 20 21.74 92 100.00

92 families have changed status during 30 years
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Degraded to “Not HNPCC”

BRCA obs 1 2.13 1 2.13
HNPCC 3 6.38 4 8.51
Late onset 4 8.51 8 17.02
Lynch-like 1 2.13 9 19.15
Moderate 20 42.55 29 61.70
Other cancer syndrome 1 2.13 30 63.83
Register grey zone 15 31.91 45 95.74
Slightly increased risk 2 4.26 47 100.00

47 families have changed status during 30 years
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The Danish HNPCC Register

- Scientific Board

Lone Sunde geneticist (Aalborg)

Inge Bernstein surgeon (Aalborg)

Lars Henrik Jensen oncologist (Vejle)

Karin Wadt geneticist (Copenhagen)
Zohreh Ketabi gynaecologist (Copenhagen)
Louise Klarskov pathologist (Copenhagen)
Henrik Okkels molecular biologist (Aalborg)

Christina Therkildsen the HNPCC Register (Copenhagen)
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The _Danisr] I—_INPCC register
Scientific Board

Goal:

To promote research in hereditary predisposition to bowel cancer

Mission:
Evaluate applications
Relevance?

Overlap with other projects?

Expedition time: < 30 days (to get an approval)
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The I_Z)anisr] I—_INPCC register
Scientific Board

« Since GDPR it has been more difficult to extract data from the register

« The HNPCC reqister is a patient database (required for all of us to share data
during genetic counselling and clinical management)

* No systematic collection of written informed consent the last 30 years

* Important that consent are given by the family advised (during genetic
counselling) so we can continue to do research
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C t SAMTYKKEERKLERING
n S n Vedr. mig selv D Vedr. mitbarn [ Vedr. umyndig person ||
Afdgdt familiemediem D Familierelation [_| Arstal ved ded:
CPR-nr_: TIffmolbil:
Nawm;, E-mail;

Behandling pi fglgende syzehus:

Diiagnoser, arstal:

Oplysninger fra hospitalsjournaler, rgngtenbilleder, laboratorie-
analyser mm. ma videregives til-

Klinisk Genetisk Afdeling, Aalborg Sygehus

Andre klinisk genetiske afdelinger

Der ma udfgres undersggelser pa vavspraver fra operationer,
Undersagelser o.lign

Materiale fra blodprever, overnavnte prever o.lign ma
Opbevares med henblik pa evt. senere analyser

Der ma sendes oplysninger til:

Data can be Shared Wlth the HNPCC reglster DBCGs database [register for arvelig dispasition til brystkraft)

HMPCC registret/Polyposeregistret (register for arvelig disposition til tarmkraeft)

v

{Marmere forklaring af registrene fglger ved samtale pa Klinisk Genetisk Afdeling)

Dato: Underskrift:
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Geting data from the Danish HNPCC Regqister

for research

- How?

Opdateret 30.7.2018, vers. 2.3
|

| Rnsegningsskema vedr. forskningsdata fra

HNPCC-registret Ansegningsnummer:

(pdfores of RNPCC-registret)
Assogningen udfyldes og sendes elekmonisk ol HNPCCoreglstret Bilagt 1)k her for at ansive tekst
kartfaniet protokel. 5

Projektets tisel skal indgd | filnavnet.

Opdateret 30.7 2018, vers. 2.3

Direlte kontakt til registrerede individer:

Planl®gges direkte kontakt ul registrerade mdivider 1 ENPCC-registret”
JxO Ne:0O
Hvis ja, beskiv her eller henvis til protokol: Klik her for at angive tekst

Oplysninger vedrorende enskede data:

1. Twudspenode for Klik her
datauduoraik:

Klik her for at angive tekst.

o

U]

2. Smdiepopulation: Klik her for at angive tekst.

3. Evt. yderligere
specificering af population

for at angive tekst

Ansoger:

Nawm: Klik her for at angive tekst
Stilling: Klik her for st angive tekst

Ansmttelsessted:  Klik her for at angive tekst
Nawn, adresse,

postnummer og b
Telefon: Klik her for at angive tekst

E-mail: Klik her for at angive tekst

¥ Vanabler der enskes fra Klik her for at angive tekst
sl

(keot 0gsa beskrives |
proto¥ol)

5. Onsket dataformat- Klik her for at angive tekst
CSV (Excel-kompatibelt), XML,
SAS, ander)

Andre oplysmnger.

Klik her for at angive tekst

Kontaktperson, hvis denne tkke er anseger:
mavn, stilling. aseneisessted, tf., e-mail)

Klik her for at angive tekst

T
Kua overordaede kKategonien vanabelnavne for udtnek skal angives. da prrcisenng sker efler godkendelse af

ansogning | samarbejde med registret

Vil data blive behandlet af andre end de anfarte projektdeltagere Ja0 Ne: O
i indeverende ansogning?

Projektdeltagere mavnt, qfd /pustituzion) - alle skal medtages:

Klik her for at angive tekst

Huvis ja angiv nawvn og tilherende organisation/Institution:

“Afdeling mstitution som projektet primart udzir fia:

Klik her for at angive tekst

Start- og slutdato for projektet:

Startdato:  Elik her for at angive tekst
Shutdato: )

Elik her for at ekst
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The Danish HNPCC Register

Publications using data from The Danish HNPCC Regqgister

m Danish journal
About the register

® [nternational journal
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hvh-hnpcc-forskning@regionh.dk
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