Reference
Network
fi prevalenc

ERN
eUROGEN

Co-funded by
the Health Programme
of the European Union

Workshop, SBoD Work Group - ITHACA eUROGEN
Validation of the ORPHANET Classification of human Dysraphisms
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October 2022

Bambino Gesu Children’Hospital: Room 3 Maria Salviati

Day 1 — Thursday 20th October 2022

Session name/Topic Speaker Time
Arrival, Welcome 08.30
ERN ITHACA -support of the ERNs Anne Hugon 08.45- 09.00
Introduction and presentation Giovanni Mosiello 09.00-09.15
Jean-Marie Jouannic
ORPHANET classification: WHY ?
Justification of an updated classification for Ferdinand Dhombres 09.15-10.00
Dysraphisms
Classification: HOW ? clinician point of view
Neurosurgeon point of view Timothée de Saint Denis 10.00-10.30
Radiologist point of view Eléonore Blondiaux 10.30-11.00
Coffee break 15’
Case manager point of view Enrico Castelli 11.15-11h45

Prenatal functional evaluation

Elena Carreras

11h45-12h15

Classification, Expe

rt validation

Introduction to the validation by experts of the up- Ferdinand Dhombres 12.15-12.45
date Classification
Lunch break 60’
Final Validation: session 1 All participants 14.00-15.00
Clinical pictures
Final Validation: session 2 All participants 15.00-16.00
Clinical pictures
Coffee break 30’
Launching of the fetal surgery group for MMCs Jean-Marie Jouannic 16.30-18h30
Survey feed back Elena Carreras

Jan Deprest
Day 2 — Friday 21st October 2022
Final consensus: session 3 Jean-Marie Jouannic 09.00-13h00
Validation of the ORPHANET Classification of human Elena Carreras
Dysraphisms Jan Deprest
ERN eUROGEN — needs/planning for future activities Michelle Battye 13.00- 13.15
in framework of next EC grants
End of the meeting, Lunch pack
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Distances
From the Hotel to the Hospital: walking distance 13 min (1,1 km, map)

From the Airport Léonard-de-Vinci, Rome Fiumicino to the Hospital

o Public Transport (Train + bus) about 50min - 1h20, f E@ *
o Car/taxi: 40 mn

Call number in case

Mme Anne HUGON - anne.hugon@aphp.fr
+33 668969107

Pr Giovanni Mosiello - giovanni.mosiello@opbg.net
+39. 06 6859.2643 - 39.06. 6859.2518
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