
Name of 

disease 

Orphacode Representative Nationality Website Facebook Page Email 

STXBP1-

related 

encephalop

athy 

ORPHA:599

373 

STXBP1 France France https://www.stxbp1france.com/ stxbp1france@gm

ail.com 

STXBP1-

related 

encephalop

athy 

ORPHA:599

373 

STXBP1 e.V. Germany https://stxbp1.de/ gilberte.schnur@w

eb.de 

STXBP1-

related 

encephalop

athy 

ORPHA:599

373 

STXBP1 Italia Italy https://www.stxbp1.it/home/ https://www.facebook.com/stx

bp1.italia/ 

info@stxbp1.it 

STXBP1-

related 

encephalop

athy 

ORPHA:599

373 

Asociacion 

Sindrome STXBP1 

Spain https://stxbp1.es/en/ https://www.facebook.com/stx

bp1 

info@stxbp1.es 

STXBP1-

related 

encephalop

athy 

ORPHA:599

373 

STXBP1 Polska Poland https://stxbp1.pl/?fbclid=IwAR2XDFAWJyR0DlMo8w_X3JG962jUcdZS59Rse6v

u_UScuvGQUTBP1fqkE2o 

https://www.facebook.com/stx

bp1pl 

mail@stxbp1.pl 

 


