
Name of disease Orphacode Representative Nationality Website Facebook Page Email 

Tuberous sclerosis ORPHA:805 Tuberose Sklerose 

Osterreich 

Austria http://www.tuberoesesklerose.at/ info@tuberoesesklerose.at 

Tuberous sclerosis ORPHA:805 be-TSC Belgium https://www.betsc.be/fr/ info@betsc.be 

Tuberous sclerosis ORPHA:805 Dansk forening for 

Tuberos Sclerose 

Denmark http://tsdanmark.dk/ https://www.facebook.com/groups/211655862240218/?fref=ts formand@tsdanmark.dk 

Tuberous sclerosis ORPHA:805 European 

Tuberous Sclerosis 

Complex 

Association 

Europe https://www.e-tsc.eu/ https://www.facebook.com/ETSCAssociation/ info@e-tsc.eu 

Tuberous sclerosis ORPHA:805 Sclerose 

Tubereuse de 

Bourneville 

France https://astb.asso.fr/ https://www.facebook.com/ASTB2015 contact@astb.asso.fr 

Tuberous sclerosis ORPHA:805 Tuberose Sklerose 

Deutschland e.V. 

Germany https://www.tsdev.org https://www.facebook.com/TSDeV.org/ info@tsdev.org 

Tuberous sclerosis ORPHA:805 Hungarian 

Foundation for 

Tuberous Sclerosis 

Hungary https://www.tsc.hu/ https://www.facebook.com/sclerosistuberosa/ info@tsc.hu 

Tuberous sclerosis ORPHA:805 TSC Ireland Ireland https://tscireland.org/ https://www.facebook.com/TSCIreland/ info@tscireland.org 

Tuberous sclerosis ORPHA:805 Associazione 

Sclerosi Tuberosa 

Italy http://www.sclerosituberosa.org/home/ https://www.facebook.com/groups/360361414135616/ info@sclerosituberosa.org 

Tuberous sclerosis ORPHA:805 Stichting 

Tubereuse 

Sclerosis 

Nederland (STSN) 

Netherlands https://stsn.nl/ https://www.facebook.com/levenmetTSC/ info@stsn.nl 

Tuberous sclerosis ORPHA:805 Norsk forening for 

Tuberos Sklerose 

Kompleks 

Norway https://www.nfts.no/ https://www.facebook.com/nftsc post@nfts.no 

Tuberous sclerosis ORPHA:805 Stowarzyszenie 

Chorych Na 

Stwardnienie 

Guzowate 

Poland https://www.stwardnienie-guzowate.eu/ https://www.facebook.com/PolishTSCAssociation stowarzyszenie.stw.guz@wp.

pl 

Tuberous sclerosis ORPHA:805 A.E.T.N. Portugal https://www.esclerosetuberosa.org.pt/hom

e 

https://www.facebook.com/esclerosetuberosa/ info@esclerosetuberosa.org.p

t 

Tuberous sclerosis ORPHA:805 ASTUS-Asociacia 

tuberoznej 

sklerozy 

Slovakia https://www.diagnozatsc.sk/ https://www.facebook.com/astus.sk/ astus@astus.sk 

Tuberous sclerosis ORPHA:805 Esclerosis 

Tuberosa 

Barcelona 

Spain https://esclerosistuberosa.wordpress.com https://www.facebook.com/profile.php?id=100064488618312 



Tuberous sclerosis ORPHA:805 Asociacion 

Espanola Esclerosis 

Tuberosa 

Spain http://esclerosistuberosa.org/ https://www.facebook.com/asociacionespanoladeesclerosistuberos

a/ 

info@esclerosistuberosa.org 

Tuberous sclerosis ORPHA:805 TSC Servige Sweden https://tsc-sverige.se/ https://www.facebook.com/tscsverige/ info@tsc-sverige.se 

Tuberous sclerosis ORPHA:805 TSA- Tuberous 

sclerosis 

association 

UK http://www.tuberous-sclerosis.org https://www.facebook.com/thetsauk admin@tuberous-

sclerosis.org 

Tuberous sclerosis ORPHA:805 The All-Ukrainian 

Association for the 

Care of Tuberous 

Sclerosis 

Ukraine http://www.tuberoussclerosis.com.ua/ https://www.facebook.com/groups/www.tuberoussclerosis.com.ua

/ 

tscukraine@gmail.com 

 


