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What is the TETECOU network?

The TETECOU French Rare Disease Network
91 (Filiere de Santé Maladies Rares) is a national
Competence

Centers network accredited by the French Ministries of
Health and Research.

A wide range of conditions

More than 2 100 conditions covered by our network

Craniofacial malformations Craniosynostoses
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Our main missions are:

Improve care pathways

Develop training and share
information

Drive research

Foster European and
International collaborations

The 5 specialized care networks

O-Rares network
Rare Oral ai tal Diseases
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SPRATON network

Robin Sequence and

Congenital Sucking-Swallowing Disorders

Coordinating site: Dr. Pauline Adnot

(HOpital Necker - ladles, Paris)
Constitutive site: Dr. La [¢

S —
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MALS)

MALO network

Rare ENT Malformations.
e: Prof. Nicol
Necker - Enf:
hi

), Prof. Richard

(HGpital Robert Del
(Hopital de la Timone, Marseille)
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CRANIOST network  CRANIOST
:;anlosyno_swsls and Craniofacial

Coordinating site: Dr. Giovanna Paternoster
lades, Paris)
ederico Di Rocco

MAFACE network

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

MAFAC

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

Craniofacial primary

Congenital facial

aralysis
bone dysplasias paraly

7

Craniofacial clefts

Malformations of the nose and
cavum
Choanal atresia

Malformations of the ear =

(external and middle ear) Cleft lip/palate

| Craniofacial microsomia

\ Dental anomalies

(agenesis, anomalies of the

\ dentin, of enamel, of form, of
size, of eruption...)

Cervicofacial cysts o
and fistulas

Malformations of the

larynx and trachea Soft tissue dysplasia

Robin sequence
Congenital sucking: llowing disorders

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

36 patient organizations
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