
 

Name of 

disease 

Orphacode Representative National

ity 

Website Facebook Page Email 

Cerebral 

cavernous 

malformation 

ORPHA:221

061 

European 

Cavernoma 

Alliance 

Europe https://bit.ly/3kmm4be https://www.facebook.com/EuropeanCavernomaAlliance/ 

Cerebral 

cavernous 

malformation 

ORPHA:221

061 

ACC - 

Association sur 

les Cavernomes 

Cerbraux 

France http://association-cavernome-

cerebral.e-monsite.com/ 

https://www.facebook.com/associationsurlescavernome

scerebraux/ 

cgrandet@orange.fr 

Cerebral 

cavernous 

malformation 

ORPHA:221

061 

Bundesverband 

Angeborene 

Gefabfehlbildu

ngen e.V. 

German

y 

https://www.angiodysplasie.de/ https://www.facebook.com/angiodysplasie info@angiodysplasie.de 

Cerebral 

cavernous 

malformation 

ORPHA:221

061 

Cavernoma 

Ireland 

Ireland 
 

https://www.facebook.com/profile.php?id=1000693526

83815 

cavernomaireland@gmail.

com  

Cerebral 

cavernous 

malformation 

ORPHA:221

061 

ANACC Onlus - 

Associazione 

Nazionale 

Angioma 

Cavernoso 

Cerebrale 

Italy https://www.anaccaps.org https://www.facebook.com/AngiomaCavernosoCerebral

eLaCommunity 

presidente@anacconlus.or

g 

Cerebral 

cavernous 

malformation 

ORPHA:221

061 

Cavernoma 

Portugal 

Portugal https://www.cavernomaportugal.

pt 

https://www.facebook.com/CavernomaPortugal/ info@cavernoma.pt 

Cerebral 

cavernous 

malformation 

ORPHA:221

061 

AE-CCM: 

Asociacion 

Espanola de 

Cavernomas 

Spain https://cavernomas.org/ https://www.facebook.com/cavernomas info.cavernomas@gmail.c

om  

Cerebral 

cavernous 

malformation 

ORPHA:221

061 

Cavernous 

Angioma 

Sweden (CASE) 

Sweden https://www.cavernostangiomsve

rige.org/ 

https://www.facebook.com/CavernostAngiomSverige.CA

SE 

info@cavernostangiomsve

rigr.org 

Cerebral 

cavernous 

malformation 

ORPHA:221

061 

Cavernoma 

Alliance UK 

UK https://cavernoma.org.uk/ https://www.facebook.com/CavernomaAllianceUK hello@cavernoma.org.uk 


