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and Healthcare Provider Coverage
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Workstream (WS) Expertise Area (EA)  Conditions & Codes ‘ Healthcare Providers (HCPs)

WS1 - rare

congenital uro-
recto-genital
anomalies
(paediatric
patients and
parents)

WS Lead: Wout
Feitz, NL
Nijmegen
Radboudumc

Clinical Lead:
Andrzej
Gotebiewski, PL
Gdansk MUG

Education Lead:

Jorgen Thorup,
DK Copenhagen
Rigshospitalet

Research Lead:
Magdalena
Fossum, DK
Copenhagen
Rigshospitalet

1.1 Complex genital
reconstructions
(Differences in Sex
Development)

EAC: Katja
Wolffenbuttel, NL
Rotterdam Erasmus

Vice-EAC: Verena
Ellerkamp, DE
Tubingen UK

ePAG: Claire Harkin,
KSA (UK)

46,XX disorder of sex development induced by fetal
androgens excesss: ORPHAcode 90776 / ICD-10
Code Q99.1

46,XY disorder of sex development: ORPHAcode 98085 /
ICD-10 Code Q56.1

Turner syndrome: ORPHAcode 881 / ICD-10
Codes Q96.0, Q96.1, Q96.2, Q96.3, Q96.4, Q96.8, Q96.9

Classic congenital adrenal hyperplasia due to 21-
hydroxylase deficiency: ORPHAcode 90794 / ICD-10
Code E25.0

AT Linz Ordensklinikum

DE Munich LMUK

DE Leipzig UK

DE Mannheim UK

DE Tubingen UK

DE Ulm UK

DK Aarhus DNU

DK Copenhagen Rigshospitalet
ES Barcelona Sant Joan

ES Barcelona Vall d'Hebron
ES Madrid La Paz

ES Barcelona Fundacio Puigvert
FI Helsinki HUS

FR Paris Necker

FR Paris Robert-Debré

IT Padua AOU

IT Bologna AOU

IT Rome Bambino Gesu

LT Vilnius SK

LV Riga BKUS

NL Rotterdam Erasmus

NL Nijmegen Radboudumc
PL Gdansk MUG

PL Krakow USD

SE Stockholm Karolinska

SE Gothenburg Sahlgrenska
SE Uppsala Akademiska

1.2 Bladder
exstrophy/epispadi
as

EAC: Alaa El
Ghoneimi, FR Paris
Robert-Debré

Vice-EAC: Gundela
Holmdahl, SE
Stockholm
Karolinska

Bladder exstrophy: ORPHAcode 93930/ ICD-10
Code Q64.1

Exstrophy-epispadias complex: ORPHAcode 322 / ICD-10
Code Q64.1

Agenesis and aplasia of uterine body:
ORPHAcode 180142 / ICD-10 Code Q51.0

Cloacal exstrophy: ORPHAcode 93929 / ICD-10 Code Q64.1

AT Linz Ordensklinikum
BE Ghent UZ

BE Leuven UZ

CZ Prague VFN

DE Munich LMUK

DE Leipzig UK

DE Mannheim UK

DE Regensburg UK

DE Tibingen UK

DE Ulm UK



https://eurogen-ern.eu/workstreams-and-expertise/workstream-1/
https://eurogen-ern.eu/workstreams-and-expertise/workstream-1/
https://eurogen-ern.eu/workstreams-and-expertise/workstream-1/
https://eurogen-ern.eu/workstreams-and-expertise/workstream-1/
https://www.ksa-uk.net/
https://www.orpha.net/consor/cgi-bin/OC_Exp.php?lng=EN&Expert=90776
https://icd.who.int/browse10/2019/en#/Q99.1
https://www.orpha.net/consor/cgi-bin/OC_Exp.php?lng=EN&Expert=98085
https://icd.who.int/browse10/2019/en#/Q56.1
https://www.orpha.net/consor/cgi-bin/OC_Exp.php?lng=EN&Expert=881
https://icd.who.int/browse10/2019/en#/Q96.0
https://icd.who.int/browse10/2019/en#/Q96.1
https://icd.who.int/browse10/2019/en#/Q96.2
https://icd.who.int/browse10/2019/en#/Q96.3
https://icd.who.int/browse10/2019/en#/Q96.4
https://icd.who.int/browse10/2019/en#/Q96.8
https://icd.who.int/browse10/2019/en#/Q96.9
https://www.orpha.net/consor/cgi-bin/OC_Exp.php?lng=EN&Expert=90794
https://icd.who.int/browse10/2019/en#/E25.0
https://www.orpha.net/consor/cgi-bin/OC_Exp.php?lng=EN&Expert=93930
https://icd.who.int/browse10/2019/en#/Q64.1
https://www.orpha.net/consor/cgi-bin/OC_Exp.php?lng=EN&Expert=322
https://icd.who.int/browse10/2019/en#/Q64.1
https://www.orpha.net/consor/cgi-bin/OC_Exp.php?lng=EN&Expert=180142
https://icd.who.int/browse10/2019/en#/Q51.0
https://www.orpha.net/consor/cgi-bin/OC_Exp.php?lng=EN&Expert=93929
https://icd.who.int/browse10/2019/en#/Q64.1

ePAG: Steven
Leusenkamp,
Patiéntenvereniging
voor Blaasextrofie
Nederland (NL)

DK Aarhus DNU

DK Copenhagen Rigshospitalet
ES Barcelona Sant Joan

ES Madrid La Paz

ES Barcelona Fundacio Puigvert
FR Paris Necker

FR Paris Robert-Debré

IT Padua AOU

IT Milan Policlinico

IT Rome Bambino Gesu

LT Vilnius SK

LV Riga BKUS

NL Nijmegen Radboudumc

NL Utrecht UMC

PL Gdansk MUG

SE Stockholm Karolinska

SE Gothenburg Sahlgrenska

SE Uppsala Akademiska

1.3 Rare urological
stone & kidney
diseases

EAC: vacant

Vice-EAC: vacant

Classic homocystinuria, cystine stones: ORPHAcode 394 /
ICD-10 Code E72.1

Genetic cystic renal disease: ORPHAcode 93587 / ICD-10
Code Q61.1

Bartter syndrome: ORPHAcode 112 / ICD-10 Code E26.8
Cystinosis: ORPHAcode 213 / ICD-10 Code E72.0
Cystinuria: ORPHAcode 214 / ICD-10 Code E72.0

Dent disease: ORPHAcode 1652 / ICD-10 Code N25.8

AT Linz Ordensklinikum

BE Leuven UZ

DE Munich LMUK

DE Leipzig UK

DE Mannheim UK

DK Copenhagen Rigshospitalet
ES Barcelona Fundacié Puigvert
FR Paris Robert-Debré

LV Riga BKUS

NL Nijmegen Radboudumc

PL Gdansk MUG

1.4 Non-syndromic
urogenital tract
malformation

EAC: Giovanni
Mosiello, IT Rome
Bambino Gesu

Vice-EAC: Kate
Abrahamsson, SE
Gothenburg
Sahlgrenska

Spina bifida: ORPHAcode 823, 268369, 268377, 268748 /
ICD-10

Codes Q05.0, Q05.1, Q05.2, Q05.3, Q05.4, Q05.5, Q05.6, Q

05.7,Q05.8, Q05.9

Isolated partial vaginal agenesis: ORPHAcode 96269
Septate vagina: ORPHAcode 180154

Vaginal atresia: ORPHAcode 65681

Congenital primary megaureter: ORPHAcode 617
Congenital urachal anomaly: ORPHAcode 435743

Duplication of urethra: ORPHAcode 237
Congenital agenesis of the scrotum: ORPHAcode 495879

Congenital bilateral absence of vas deferens:
ORPHAcode 48

Diphallia: ORPHAcode 227
Idiopathic isolated micropenis: ORPHAcode 95707

AT Linz Ordensklinikum

BE Antwerp UZ

BE Leuven UZ

DE Munich LMUK

DE Leipzig UK

DE Mannheim UK

DE Regensburg UK

DE Tubingen UK

DE Ulm UK

DK Aarhus DNU

DK Copenhagen Rigshospitalet
ES Barcelona Sant Joan

ES Barcelona Vall d'Hebron

ES Madrid La Paz
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https://blaasextrofie.nl/
https://blaasextrofie.nl/
https://blaasextrofie.nl/
https://www.orpha.net/consor/cgi-bin/Disease_Search.php?lng=EN&data_id=173
https://icd.who.int/browse10/2019/en#/E72.1
https://www.orpha.net/consor/cgi-bin/Disease_Search.php?lng=EN&data_id=12424&Disease_Disease_Search_diseaseGroup=93587&Disease_Disease_Search_diseaseType=ORPHA&Disease(s)/group%20of%20diseases=Genetic-cystic-renal-disease&title=Genetic%20cystic%20renal%20disease&search=Disease_Search_Simple
https://icd.who.int/browse10/2019/en#/Q61.1
https://www.orpha.net/consor/cgi-bin/OC_Exp.php?lng=EN&Expert=112
https://icd.who.int/browse10/2019/en#/E26.8
https://www.orpha.net/consor/cgi-bin/OC_Exp.php?lng=EN&Expert=213
https://icd.who.int/browse10/2019/en#/E72.0
https://www.orpha.net/consor/cgi-bin/OC_Exp.php?lng=EN&Expert=214
https://icd.who.int/browse10/2019/en#/E72.0
https://www.orpha.net/consor/cgi-bin/OC_Exp.php?lng=EN&Expert=1652
https://icd.who.int/browse10/2019/en#/N25.8
https://www.orpha.net/consor/cgi-bin/OC_Exp.php?lng=EN&Expert=823
https://www.orpha.net/consor/cgi-bin/OC_Exp.php?lng=EN&Expert=268369
https://www.orpha.net/consor/cgi-bin/OC_Exp.php?lng=EN&Expert=268377
https://www.orpha.net/consor/cgi-bin/OC_Exp.php?lng=EN&Expert=268748
https://icd.who.int/browse10/2019/en#/Q05.0
https://icd.who.int/browse10/2019/en#/Q05.1
https://icd.who.int/browse10/2019/en#/Q05.2
https://icd.who.int/browse10/2019/en#/Q05.3
https://icd.who.int/browse10/2019/en#/Q05.4
https://icd.who.int/browse10/2019/en#/Q05.5
https://icd.who.int/browse10/2019/en#/Q05.6
https://icd.who.int/browse10/2019/en#/Q05.7
https://icd.who.int/browse10/2019/en#/Q05.7
https://icd.who.int/browse10/2019/en#/Q05.8
https://icd.who.int/browse10/2019/en#/Q05.9
https://www.orpha.net/consor/cgi-bin/OC_Exp.php?lng=EN&Expert=96269
https://www.orpha.net/consor/cgi-bin/OC_Exp.php?lng=EN&Expert=180154
https://www.orpha.net/consor/cgi-bin/OC_Exp.php?lng=EN&Expert=65681
https://www.orpha.net/consor/cgi-bin/OC_Exp.php?lng=EN&Expert=617
https://www.orpha.net/consor/cgi-bin/OC_Exp.php?lng=EN&Expert=435743
https://www.orpha.net/consor/cgi-bin/OC_Exp.php?lng=EN&Expert=237
https://www.orpha.net/consor/cgi-bin/OC_Exp.php?lng=EN&Expert=495879
https://www.orpha.net/consor/cgi-bin/OC_Exp.php?lng=EN&Expert=48
https://www.orpha.net/consor/cgi-bin/OC_Exp.php?lng=EN&Expert=227
https://www.orpha.net/consor/cgi-bin/OC_Exp.php?lng=EN&Expert=95707

Penile agenesis: ORPHAcode 49
Penoscrotal transposition: ORPHAcode 2842
Fetal lower urinary tract obstruction: ORPHAcode 435365

Neurogenic bladder dysfunction (Hinman syndrome &
Ochoa syndrome): ORPHAcodes 84085, 2704

Caudal regression syndrome: ORPHAcode 3027

ES Barcelona Fundacié Puigvert
FI Helsinki HUS

FR Paris Necker

FR Paris Robert-Debré

IT Bergamo Papa Giovanni XXIII
IT Padua AOU

IT Turin AOU

IT Milan Policlinico

IT Rome Bambino Gesu

LT Vilnius SK

LV Riga BKUS

NL Rotterdam Erasmus

NL Nijmegen Radboudumc

NL Utrecht UMC

PL Gdansk MUG

PL Krakow USD

SE Stockholm Karolinska

SE Gothenburg Sahlgrenska

SE Lund SUS

SE Uppsala Akademiska

1.5 Posterior
urethral valve

EAC: Yazan
Rawashdeh, DK
Aarhus DNU

Vice-EAC: Rafal
Chrzan, PL Krakow
usD

Congenital posterior urethral valves: ORPHAcode 93110/
ICD-10 Code Q64.2

AT Linz Ordensklinikum

BE Antwerp UZ

BE Leuven UZ

CZ Prague VFN

DE Mannheim UK

DE Regensburg UK

DE Ulm UK

DE Hamburg-Eppendorf UK
DK Aarhus DNU

DK Copenhagen Rigshospitalet
ES Barcelona Sant Joan

ES Barcelona Vall d'Hebron

ES Madrid La Paz

ES Barcelona Fundacio Puigvert
FI Helsinki HUS

FR Paris Necker

FR Paris Robert-Debré

IT Bergamo Papa Giovanni XXIII
IT Bologna AOU

IT Milan Policlinico

LT Vilnius SK

LV Riga BKUS

NL Rotterdam Erasmus

NL Nijmegen Radboudumc
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https://www.orpha.net/consor/cgi-bin/OC_Exp.php?lng=EN&Expert=49
https://www.orpha.net/consor/cgi-bin/OC_Exp.php?lng=EN&Expert=2842
https://www.orpha.net/consor/cgi-bin/OC_Exp.php?lng=EN&Expert=435365
https://www.orpha.net/consor/cgi-bin/OC_Exp.php?lng=EN&Expert=84085
https://www.orpha.net/consor/cgi-bin/OC_Exp.php?lng=EN&Expert=2704
https://www.orpha.net/consor/cgi-bin/OC_Exp.php?lng=EN&Expert=3027
https://www.orpha.net/consor/cgi-bin/OC_Exp.php?lng=EN&Expert=93110
https://icd.who.int/browse10/2019/en#/Q64.2

NL Utrecht UMC

PL Gdansk MUG

PL Krakow USD

SE Stockholm Karolinska

SE Gothenburg Sahlgrenska
SE Lund SUS

SE Uppsala Akademiska

1.6 Posterior
hypospadias

EAC: Magdalena
Fossum, DK
Copenhagen
Rigshospitalet

Vice-EAC:

Non-syndromic posterior hypospadias:
ORPHAcode 95706 / ICD-10
Codes Q54.0, Q54.1, Q54.2, Q54.3, Q54.4, Q54.8, Q54.9

AT Linz Ordensklinikum
BE Antwerp UZ

BE Leuven UZ

CZ Prague VFN

DE Mannheim UK

DE Regensburg UK

DE Tibingen UK

Urorectal/anorecta
| malformations

ICD-10 Code Q42.0, Q42.1, Q42.2,Q42.3

e with perineal fistula: ORPHAcode 600952

e with rectourethral fistula, unknown type:
ORPHAcode 600961

Alessandro DE Ulm UK
Morlacco, IT Padua DE Hamburg-Eppendorf UK
AOU DK Aarhus DNU
DK Copenhagen Rigshospitalet
ES Barcelona Sant Joan
ES Barcelona Vall d'Hebron
ES Madrid La Paz
ES Barcelona Fundacié Puigvert
FI Helsinki HUS
FR Paris Robert-Debré
IT Bergamo Papa Giovanni XXIlII
IT Padua AOU
IT Bologna AOU
IT Milan Policlinico
IT Rome Bambino Gesu
LT Vilnius SK
LV Riga BKUS
NL Nijmegen Radboudumc
NL Utrecht UMC
PL Gdansk MUG
PL Krakow USD
SE Stockholm Karolinska
SE Gothenburg Sahlgrenska
SE Lund SUS
SE Uppsala Akademiska
1.7 Non-syndromic anorectal malformation: ORPHAcode 557 / | BE Antwerp UZ

BE Leuven UZ
DE Berlin Charité
DE Munich LMUK
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https://www.orpha.net/consor/cgi-bin/OC_Exp.php?lng=EN&Expert=95706
https://icd.who.int/browse10/2019/en#/Q54.0
https://icd.who.int/browse10/2019/en#/Q54.1
https://icd.who.int/browse10/2019/en#/Q54.2
https://icd.who.int/browse10/2019/en#/Q54.3
https://icd.who.int/browse10/2019/en#/Q54.4
https://icd.who.int/browse10/2019/en#/Q54.8
https://icd.who.int/browse10/2019/en#/Q54.9
https://www.orpha.net/consor/cgi-bin/OC_Exp.php?lng=EN&Expert=557
https://icd.who.int/browse10/2019/en#/Q42.0
https://icd.who.int/browse10/2019/en#/Q42.1
https://icd.who.int/browse10/2019/en#/Q42.2
https://icd.who.int/browse10/2019/en#/Q42.3
https://www.orpha.net/consor/cgi-bin/OC_Exp.php?lng=EN&Expert=600952
https://www.orpha.net/consor/cgi-bin/OC_Exp.php?lng=EN&Expert=600961

EAC: Ivo de Blaauw,
NL Nijmegen
Radboudumc

Vice-EAC: Martin
Lacher, DE Leipzig
UK

ePAGs: Dalia
Aminoff, AIMAR (IT)

Nicole Schwarzer,
SoMA e.V. (DE)

Kate Tyler,
TOFS (UK)

with rectourethral fistula, bulbar type:
ORPHAcode 600966

with rectourethral fistula, prostatic type:
ORPHAcode 600975

with rectovesical fistula: ORPHAcode 600984

with vestibular fistula: ORPHAcode 600993

without fistula: ORPHAcode 601002
with anal stenosis: ORPHAcode 601008
with pouch colon: ORPHAcode 601013

with rectal atresia: ORPHAcode 601018

with rectal stenosis: ORPHAcode 601023

with rectovaginal fistula: ORPHAcode 601028

with H-type fistula: ORPHAcode 601033

Non-syndromic cloacal malformation: ORPHAcode 600998

Anal fistula: ORPHAcode 228113 / ICD-10 Code K60.3

VACTERL/VATER association: ORPHAcode 887 / ICD-10
Code Q87.2

DE Bremen-Mitte Klinik

DE Leipzig UK

DE Mannheim UK

DE Aachen UK

DK Aarhus DNU

DK Copenhagen Rigshospitalet
ES Barcelona Sant Joan

ES Madrid La Paz

ES Barcelona Fundacio Puigvert
FI Helsinki HUS

FR Paris Necker

IT Bergamo Papa Giovanni XXIII
IT Padua AOU

IT Bologna AOU

IT Milan Policlinico

IT Rome Bambino Gesu

LT Vilnius SK

LV Riga BKUS

NL Amsterdam AMC

NL Groningen UMC

NL Rotterdam Erasmus

NL Nijmegen Radboudumc

PL Gdansk MUG

PL Krakow USD

SE Stockholm Karolinska

SE Gothenburg Sahlgrenska

SE Lund SUS

WS2 - functional
urogenital
conditions
requiring highly
specialised

surgery (adult
patients)

WS Lead: Margit
Fisch, DE
Hamburg-
Eppendorf UK

Clinical Lead:
vacant

Education Lead:
Frank van der Aa,
BE Leuven UZ

2.1 Complicated &
complex pelvic
floor disorders

EAC: John
Heesakkers, NL
Maastricht UMC

Vice-EAC: Michel
Wyndaele, NL
Utrecht UMC

Vesicointestinal fistula: ICD-10 Code N32.1

Vesical fistula, not elsewhere classified: ICD-10 Code N32.2

Fistulae involving female genital tract: ICD-10 Code N82

Stress incontinence: ICD-10 Code N39.3

Other specified urinary incontinence: ICD-10 Code N39.4

Female genital prolapse: ICD-10 Code N81

BE Antwerp UZ

BE Leuven UZ

DE Hamburg-Eppendorf UK
ES Madrid 12 de Octubre
ES Barcelona Fundacié Puigvert
ES Santander Valdecilla

FR Paris Necker

IT Padua AOU

IT Rome Gemelli

NL Nijmegen Radboudumc
NL Utrecht UMC

SE Stockholm Karolinska

2.2 Rare diseases &
conditions affecting
the female urethra

EAC: vacant

Urethral stricture, urethral fistula: ICD-10 Codes N35, N36

BE Antwerp UZ

BE Leuven UZ

DE Hamburg-Eppendorf UK
ES Madrid 12 de Octubre
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https://www.aimar.eu/
https://www.soma-ev.de/
https://tofs.org.uk/
https://www.orpha.net/consor/cgi-bin/OC_Exp.php?lng=EN&Expert=600966
https://www.orpha.net/consor/cgi-bin/OC_Exp.php?lng=EN&Expert=600975
https://www.orpha.net/consor/cgi-bin/OC_Exp.php?lng=EN&Expert=600984
https://www.orpha.net/consor/cgi-bin/OC_Exp.php?lng=EN&Expert=600993
https://www.orpha.net/consor/cgi-bin/OC_Exp.php?lng=EN&Expert=601002
https://www.orpha.net/consor/cgi-bin/OC_Exp.php?lng=EN&Expert=601008
https://www.orpha.net/consor/cgi-bin/OC_Exp.php?lng=EN&Expert=601013
https://www.orpha.net/consor/cgi-bin/OC_Exp.php?lng=EN&Expert=601018
https://www.orpha.net/consor/cgi-bin/OC_Exp.php?lng=EN&Expert=601023
https://www.orpha.net/consor/cgi-bin/OC_Exp.php?lng=EN&Expert=601028
https://www.orpha.net/consor/cgi-bin/OC_Exp.php?lng=EN&Expert=601033
https://www.orpha.net/consor/cgi-bin/OC_Exp.php?lng=EN&Expert=600998
https://www.orpha.net/consor/cgi-bin/OC_Exp.php?lng=EN&Expert=228113
https://icd.who.int/browse10/2019/en#/K60.3
https://www.orpha.net/consor/cgi-bin/OC_Exp.php?lng=EN&Expert=887
https://icd.who.int/browse10/2019/en#/Q87.2
https://eurogen-ern.eu/workstreams-and-expertise/workstream-2/
https://eurogen-ern.eu/workstreams-and-expertise/workstream-2/
https://eurogen-ern.eu/workstreams-and-expertise/workstream-2/
https://eurogen-ern.eu/workstreams-and-expertise/workstream-2/
https://eurogen-ern.eu/workstreams-and-expertise/workstream-2/
https://eurogen-ern.eu/workstreams-and-expertise/workstream-2/
https://icd.who.int/browse10/2019/en#/N32.1
https://icd.who.int/browse10/2019/en#/N32.2
https://icd.who.int/browse10/2019/en#/N82
https://icd.who.int/browse10/2019/en#/N39.3
https://icd.who.int/browse10/2019/en#/N39.4
https://icd.who.int/browse10/2019/en#/N81
https://icd.who.int/browse10/2019/en#/N35
https://icd.who.int/browse10/2019/en#/N36

Research Lead:
John Heesakkers,
NL Maastricht
umMcC

Vice-EAC: vacant

IT Padua AOU

IT Rome Gemelli

NL Nijmegen Radboudumc
NL Utrecht UMC

SE Stockholm Karolinska

2.3 Urethral
reconstruction in
rare diseases &
conditions

EAC: Gunter de
Win, BE Antwerp UZ

Vice-EAC: vacant

Urethral stricture, urethral fistula: ICD-10 Codes N35, N36

BE Antwerp UZ

BE Leuven UZ

DE Hamburg-Eppendorf UK
ES Madrid 12 de Octubre
ES Barakaldo Cruces

ES Barcelona Fundacio Puigvert
ES Santander Valdecilla

IT Padua AOU

IT Rome Gemelli

NL Nijmegen Radboudumc
NL Utrecht UMC

SE Stockholm Karolinska

SE Lund SUS

SE Uppsala Akademiska

2.4 Rare
retroperitoneal
diseases &
conditions

EAC: vacant

Vice-EAC: vacant

Obstructive and reflex uropathy: ICD-10 Code N13
IgG4-related retroperitoneal fibrosis: ORPHAcode 49041

Familial vesicoureteral reflux: ORPHAcode 289365

BE Antwerp UZ

BE Leuven UZ

DE Hamburg-Eppendorf UK

ES Madrid La Paz

ES Barcelona Fundacio Puigvert
IT Padua AOU

IT Rome Gemelli

2.5 Interstitial
Cystitis

EAC: Mariangela
Mancini, IT

Vice-EAC:
Alessandro
Giammo, IT Turin
AOU

ePAGs: Anna De
Santis, AICI (IT)

Serena Bartezzati,
independent (IT)

Interstitial cystitis: ORPHAcode 37202 / ICD-10
Codes N30.1, N30.8, N30.9

BE Antwerp UZ

BE Leuven UZ

DE Hamburg-Eppendorf UK

ES Madrid 12 de Octubre

ES Madrid La Paz

ES Barcelona Fundacié Puigvert
IT Padua AOU

IT Turin AOU

IT Rome Gemelli

NL Nijmegen Radboudumc

2.6 Adult
urogenital
reconstructive
surgery (transition
from WS1)

From congenital malformations: see WS1 Expertise Areas
Rare tumours with highly specialized surgery:

e  Nephroblastoma (Wilms’ tumor): ORPHAcode 654

BE Antwerp UZ
DE Mannheim UK
DE Hamburg-Eppendorf UK

ES Barcelona Fundacié Puigvert
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https://icd.who.int/browse10/2019/en#/N35
https://icd.who.int/browse10/2019/en#/N37
https://icd.who.int/browse10/2019/en#/N13
https://www.orpha.net/consor/cgi-bin/OC_Exp.php?lng=EN&Expert=49041
https://www.orpha.net/consor/cgi-bin/OC_Exp.php?lng=EN&Expert=289365
http://www.aicionlus.org/
https://www.orpha.net/consor/cgi-bin/OC_Exp.php?lng=EN&Expert=37202
https://icd.who.int/browse10/2019/en#/N30.1
https://icd.who.int/browse10/2019/en#/N30.8
https://icd.who.int/browse10/2019/en#/N30.9
https://www.orpha.net/consor/cgi-bin/OC_Exp.php?lng=EN&Expert=654

EAC: Laetitia de
Kort, NL Utrecht
umc

Vice-EAC: vacant

o  Neuroblastoma: ORPHAcodes 635
e  Rhabdomyosarcoma: ORPHAcode 780,

e  Vulvovaginal rhabdomyosarcoma:
ORPHAcode 206492,

e  Rhabdomyosarcoma of the cervix uteri:
ORPHAcode 213802,

o  Rhabdomyosarcoma of the corpus uteri:
ORPHAcode 213615

e  Malignant neoplasm of other connective and soft
tissue, unspecified: ICD-10 Code C49.9

e  Malignant neoplasm of vagina: ICD-10 Code C52

e  Malignant neoplasm of cervix uteri: ICD-10
Codes C53, C53.1, C53.8

e  Malignant neoplasm of corpus uteri: ICD-10
Code C54.2

e  Malignant neoplasm of kidney, except renal pelvis:
ICD-10 Code C64

e  Malignant neoplasm of adrenal gland: ICD-10
Code C74.9

NL Utrecht UMC

2.7 Surgery for
transgender
patients

EAC: Armin Soave,
DE Hamburg-
Eppendorf UK

Vice-EAC: Timo Ole
Nieder, DE
Hamburg-
Eppendorf UK

Transgender: Male-to-female and female-to-male surgery
and surgery for complications: ICD-10 Code F64

DE Mannheim UK

DE Hamburg-Eppendorf UK

WS3 - rare

urogenital
cancers

WS Lead: Hans
Langenhuijsen, NL
Nijmegen
Radboudumc

Clinical Lead:
Peter-Paul

Willemse, NL
Utrecht UMC

Education Lead:
Mariangela
Mancini, IT

3.1 Penile cancer

EAC: Oscar
Brouwer, NL
Amsterdam AvL

Vice-EAC: Marco
Falcone, IT Turin
AOU

ePAGs: John
Osborne,
independent (UK)

Kenneth Manzie,
independent (UK)

Rob Cornes,
Orchid (UK)

Malignant tumour of penis: ORPHAcode 398043 / ICD-10
Code C60

BE Leuven UZ
IT Padua AOU
NL Amsterdam AvL
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https://www.orpha.net/consor/cgi-bin/OC_Exp.php?lng=EN&Expert=635
https://www.orpha.net/consor/cgi-bin/OC_Exp.php?lng=EN&Expert=780
https://www.orpha.net/consor/cgi-bin/OC_Exp.php?lng=EN&Expert=206492
https://www.orpha.net/consor/cgi-bin/OC_Exp.php?lng=EN&Expert=213802
https://www.orpha.net/consor/cgi-bin/OC_Exp.php?lng=EN&Expert=213615
https://icd.who.int/browse10/2019/en#/C49.9
https://icd.who.int/browse10/2019/en#/C52
https://icd.who.int/browse10/2019/en#/C53
https://icd.who.int/browse10/2019/en#/C53.1
https://icd.who.int/browse10/2019/en#/C53.8
https://icd.who.int/browse10/2019/en#/C54.2
https://icd.who.int/browse10/2019/en#/C64
https://icd.who.int/browse10/2019/en#/C74.9
https://icd.who.int/browse10/2019/en#/F64
https://eurogen-ern.eu/workstreams-and-expertise/workstream-3/
https://eurogen-ern.eu/workstreams-and-expertise/workstream-3/
https://eurogen-ern.eu/workstreams-and-expertise/workstream-3/
https://orchid-cancer.org.uk/
https://www.orpha.net/consor/cgi-bin/OC_Exp.php?lng=EN&Expert=398043
https://icd.who.int/browse10/2019/en#/C60

Research Lead:
vacant

3.2 Testicular
cancer

EAC: Yue Che, DE
Disseldorf UK

Vice-EAC: Tomas
Buchler, CZ Prague
Thomayer

ePAG: Rob Cornes,

Tumour of testis and paratestis: ORPHAcode 363472 / ICD-
10 Code C62

BE Leuven UZ

CZ Prague Thomayer

DE Dusseldorf UK

DE Hamburg-Eppendorf UK

ES Barcelona Fundacio Puigvert
ES Santander Valdecilla

HR Zagreb KBC

IT Padua AOU

LT Vilnius SK

NL Rotterdam Erasmus

Orchid (UK)

NL Amsterdam AvL

NL Utrecht UMC

PT Porto IPO
3.3 Adrenal Benign neoplasm of pituitary gland: ICD-10 Code D35.2 BE Leuven UZ
tumours Cushing syndrome: ICD-10 Codes E24.0, E24.8 ES Barcelona Fundacid Puigvert

Adrenogenital disorders: ICD-10 Code E25.0 ES Santander Valdecilla

EAC: Hans“ Phakomatoses, not elsewhere classified: ICD-10 HR Zagreb KBC
Langenhuijsen, NL Code 085.8
Nijmegen — LT Vilnius SK
Radboudumc Von Hippel-Lindau disease: ORPHAcode 892

Vice-EAC: Nikola
Knezevi¢, HR Zagreb
KBC

Classic congenital adrenal hyperplasia due to 21-
hydroxylase deficiency, simple virilizing form:
ORPHAcode 315311

Rare primary hyperaldosteronism:
ORPHAcode 181415 / ICD-10 Code E26.0

NL Nijmegen Radboudumc
SE Lund SUS

3.4 Abdomino-
pelvic sarcoma

EAC: vacant

Vice-EAC: vacant

Kaposi sarcoma: ICD-10 Code C46.9

Malignant neoplasm of peripheral nerves of abdomen and
pelvis: ICD-10 Codes C47.4, C47.5

Malignant neoplasm of retroperitoneum and peritoneum:
ICD-10 Code C48

Malignant neoplasm of other connective and soft tissue of
abdomen and pelvis: ICD-10 Codes C49.4, C49.5

BE Leuven UZ

ES Barcelona Fundacié Puigvert
IT Padua AOU

LT Vilnius SK

3.5 Rare renal
tumour surgery

EAC: vacant

Vice-EAC: vacant

Renal cell carcinoma: ORPHAcode 217071 / ICD-10
Code C64

Malignant neoplasm of adrenal gland: ICD-10 Code C74

Secondary malignant neoplasm of other and unspecified
sites: ICD-10 Code C79.8

Neoplasm of uncertain or unknown behaviour of urinary
organs: ICD-10 Code D41

Neoplasm of uncertain or unknown behaviour of adrenal
gland: ICD-10 Code D44.1

Other venous embolism and thrombosis of vena cava and
renal vein: ICD-10 Codes 182.2, 182.3

ES Barcelona Fundacio Puigvert
ES Santander Valdecilla

NL Nijmegen Radboudumc
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https://orchid-cancer.org.uk/
https://www.orpha.net/consor/cgi-bin/OC_Exp.php?lng=EN&Expert=363472
https://icd.who.int/browse10/2019/en#/C62
https://icd.who.int/browse10/2019/en#/D35.2
https://icd.who.int/browse10/2019/en#/E24.0
https://icd.who.int/browse10/2019/en#/E24.8
https://icd.who.int/browse10/2019/en#/E25.0
https://icd.who.int/browse10/2019/en#/Q85.8
https://www.orpha.net/consor/cgi-bin/OC_Exp.php?lng=EN&Expert=892
https://www.orpha.net/consor/cgi-bin/OC_Exp.php?lng=EN&Expert=315311
https://www.orpha.net/consor/cgi-bin/OC_Exp.php?lng=EN&Expert=181415
https://icd.who.int/browse10/2019/en#/E26.0
https://icd.who.int/browse10/2019/en#/C46.9
https://icd.who.int/browse10/2019/en#/C47.4
https://icd.who.int/browse10/2019/en#/C47.5
https://icd.who.int/browse10/2019/en#/C48
https://icd.who.int/browse10/2019/en#/C49.4
https://icd.who.int/browse10/2019/en#/C49.5
https://www.orpha.net/consor/cgi-bin/OC_Exp.php?lng=EN&Expert=217071
https://icd.who.int/browse10/2019/en#/C64
https://icd.who.int/browse10/2019/en#/C74
https://icd.who.int/browse10/2019/en#/C79.8
https://icd.who.int/browse10/2019/en#/D41
https://icd.who.int/browse10/2019/en#/D44.1
https://icd.who.int/browse10/2019/en#/I82.2
https://icd.who.int/browse10/2019/en#/I82.3
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