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www.tete-cou.fr to learn more about:
- The conditions covered and their management
- The care pathways
- The national network 
- Research
- Training
- Information tools

Reference centers

Coordinating site

Constitutive site

Competence center

Hôpital Universitaire Necker-Enfants malades
Kirmisson building, K2 door 
149 rue de Sèvres, 75015 Paris
France
+33-1 44 49 25 36
contact.tetecou@aphp.fr

The national TETECOU network

Craniosynostosis and Craniofacial Malformations (CRANIOST)

Clefts and Facial Malformations (MAFACE)

Rare Oral and Dental Diseases (O-Rares)

Rare ENT Malformations (MALO)

Robin Sequence and Congenital Sucking-Swallowing Disorders 
(SPRATON)

TETECOU
The French Rare Disease Network for The French Rare Disease Network for 

Malformations of the Head, Neck and TeethMalformations of the Head, Neck and Teeth

A national network 

To contact the coordination team and follow the latest news of the 
TETECOU network
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What is the TETECOU network?

The 5 specialized care networks

A wide range of conditions

37 patient organizations

The TETECOU French Rare Disease Network 
(Filière de Santé Maladies Rares) is a national 
network accredited by the French Ministries of 
Health and Research.

15
CCMR

3 
CRMR

25
CCMR

1 
CRMR

20
CCMR

2
CRMR

SPRATON

Pierre RobinTroubles de succion -
déglution congénitaux

10
CCMR

2 
CRMR

CRANIOST

5
CRMR

21
CCMR

Rare Oral and Dental Diseases
Coordinating site: Prof.  Agnès Bloch-Zupan

(Hôpital Civil, Strasbourg)
Constitutive sites: Prof. Benjamin Fournier (Paris), 

Prof. Corinne Tardieu (Marseille), Prof.  Bruno Gogly 
(Créteil), Prof. Frédéric Vaysse (Toulouse)

O-Rares network

Craniosynostosis and Craniofacial 
Malformations
Coordinating site: Dr. Giovanna Paternoster
(Hôpital Necker - Enfants malades, Paris)
Constitutive site: Prof. Federico Di Rocco 
(Hospices Civils de Lyon)

CRANIOST network

Rare ENT Malformations
Coordinating site: Prof. Françoise Denoyelle

(Hôpital Necker - Enfants malades, Paris)
Constitutive sites: Prof. Thierry Van Den Abbeele

(Hôpital Robert Debré, Paris), Prof. Richard Nicollas 
(Hôpital de la Timone, Marseille)

MALO network

Clefts and Facial Malformations
Coordinating site: Prof. Arnaud Picard
(Hôpital Necker - Enfants malades, Paris)

MAFACE network

Robin Sequence and
Congenital Sucking-Swallowing Disorders

Coordinating site: Prof. Véronique Abadie
(Hôpital Necker - Enfants malades, Paris)

Constitutive site: Dr. Laurianne Coutier
(Hospices Civils de Lyon)

SPRATON network
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More than 2 100 conditions covered by our network

Improve care pathways

Develop training and share 
information

Foster European and 
International collaborations

CRMR: Rare Disease Reference Center (Centre de Référence Maladies Rares)
CCMR: Rare Disease Competence Center (Centre de Compétence Maladies Rares)

Drive research

Learn more at www.tete-cou.fr/en/diseases

Our main missions are:


