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<" Reference Craniofacial Malformations and

ENT disorders
Networks

Mission :”

 Referral network for patients with craniofacial anomalies, cleft lip/palate,
orthodontologic anomalies, and ENT disorders

 To Improve the quality of care

 To create best practices, while monitoring their effectiveness through
standardized outcome measurements

e To stimulate innovation through multicentre research projects

e To support the continuous learning and development of all members and
affiliated partners

e To disseminate gained knowledge throughout Europe and outside

Work Packages

° Management Healthcare providers - members of the network
] ] Czech Republic: Praha

o Standards of Care: update and develop guidelines Finland: Helsinki
+ ICHOM: implement 3 ICHOM sets (cleft L/P, craniofacial microsomia, facial o o rasROUE

paralysis) in network, develop new sets (craniosynostosis), benchmarking Hungary: Pécs |

Italy: Milan, Monza, Padova, Rome, Vicenza

per Set Portugal: Lisbon
« eHealth: platform for communication for professional teams and patients o ot om, Unosala
* Training: upgrade training level within Network The Netherlands: Nijmegen, Rotterdam, Utrecht

i s ] United Kingdom: Birmingham, Dundee, Liverpool, London,
e Dissemination Manchester, Oxford
[ ERN Board Coordinator }
Irene Mathijssen - Erasmus MC
Advisory Board > | - Patient organisations

Craniofacial malformations Cleft lip-palate/orthodontologic disorders

Peter Mossey — Cleft Care Scotland
Agnes Bloch-Zupan — Hopitaux Universitaires de Strasbourg

Eric Arnaud — Hopital Necker
Steve Dover — Birmingham Children’s Hospital

ENT disorders
Bas Pullens — Erasmus MC
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