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ERN for Rare Uro-Recto-Genital Diseases & Complex Conditions:

Chair: Prof. Wout Feitz (Network Coordinator)
European Commission, Healthcare Providers,

Affiliated Partners (Associated National Centres & National Coordination Hubs)

Advisory Board:
international expert clinicians, nurses,
physiotherapists, pathologists, radiologists,
psychologists, epidemiologists, geneticists, EAU
Young Academics, EAU Guidelines Office, EAU
Research Foundation, EBPU, EBCOG, EUROCAT

Workstream 1:
Rare Congenital
Uro-Recto-Genital Anomalies

Lead: Prof Wout Feitz

- Clinical: Andrzej Gotebiewski
- Research: Magdalena Fossum
- Education: Jorgen Thorup

- ePAG: Dalia Aminoff

1.1 Complex Genital Reconstructions (DSDs)
DAC: Katja Wolffenbuttel
Vice-dac: thd

1.2 Bladder Exstrophy/Epispadias
DAC: tbd
Vice-DAC: Gundela Holmdahl

1.3 Rare Urological Stone & Kidney Diseases
DAC: thd
Vice-DAC: tbd

1.4 Non-Syndromic Urogenital Tract Malformation
DAC: Giovanni Mosiello
Vice-DAC: Kate Abrahamsson

1.5 Posterior Urethral Valve
DAC: Yazan Rawashdeh
Vice-DAC: tbhd

1.6 Posterior Hypospadias
DAC: Magdalena Fossum
Vice-DAC: tbd

1.7 Urorectal/Anorectal Malformations
DAC: Ivo de Blaauw
Vice-DAC: tbd

Supporting Partners, Advisory Board, ePAG
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Coordinating Team:

Network Coordinator: Wout Feitz
Programme Manager: Michelle Battye
CPMS Implementation Lead: tbd
Lead WS1: Wout Feitz
Lead WS2: Margit Fisch
Lead WS3: Hans Langenhuijsen

European Patient Advocacy Group (ePAG):
ePAG representatives supported by EURORDIS

Supporting Partners:
EAU, ARM-Net, ESSIC, ESPU, EUPSA

Operational Board:
Programme Manager: Michelle Battye
Workstream Leads, Clinical/Research/Education Leads, ePAG

Workstream 3:
Rare Urogenital Tumours

Workstream 2:
Functional Urogenital Conditions Requiring
Highly Specialised Surgery

Lead: Dr Hans Langenhuijsen

- Clinical: Maarten Albersen

- Research: tbd

- Education: Mariangela Mancini

- ePAG: John Osborne, Kenny Manzie, & Rob

Lead: Prof Margit Fisch

- Clinical: tbd

- Research: John Heesakkers
- Education: Frank Van der Aa
- ePAG: Serena Bartezzati

2.1 Complicated & Complex Pelvic Floor Disorders
DAC: John Heesakkers
Vice-DAC: tbd

2.2 Rare Diseases & Conditions Affecting the Female Urethra
DAC: tbd
Vice-DAC: thd

2.3 Urethral Reconstruction in Rare Diseases & Conditions
DAC: tbd
Vice-DAC: tbd

2.4 Rare Retroperitoneal Diseases & Conditions
DAC: tbd
Vice-DAC: thd

2.5 Interstitial Cystitis
DAC: Mariangela Mancini
Vice-DAC: tbd

2.6 Adult Urogenital Reconstructive Surgery
DAC: tbd
Vice-DAC: thd

2.7 Surgery for Transgender Patients
DAC: Silke Riechardt
Vice-DAC: Timo Ole Nieder
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3.1 Penile Cancer
DAC: Oscar Brouwer
Vice-DAC: tbd

3.2 Testicular Cancer
DAC: tbd
Vice-DAC: tbd

3.3 Adrenal Tumours
DAC: Hans Langenhuijsen
Vice-DAC: tbd

3.4 Abdomino-Pelvic Sarcoma
DAC: tbd
Vice-DAC: tbd

3.5 Rare Renal Tumour Surgery

DAC: tbd
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Vice-DAC: tbd
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