
 

 

INTERNATIONAL PATIENT ORGANISATIONS 

 

Country Organisation Name Description  Website 

Austria SoMA Austria Austrian self-help organization for people 
with ARM and Hirschsprung´s disease 

www.soma-austria.at   

Australia Bowel Group for Kids Bowel group for children with ARM and 
Hirschsprung´s disease 

www.bgk.org.au 

 

Australia / 
Worldwide 

ONE in 5000 Foundation Self-help organisation for people with ARM www.onein5000foundation.org 

Europe EURORDIS – Rare 
Diseases Europe 

European organization for rare diseases www.eurordis.org 

 

Finland AH-Potilaat ry Self-help organisation for people with ARM, 
Hirschsprung´s disease and oesophagus 
atresia 

www.ah-potilaat.org 

 

France Tintamarre Self-help organisation for people with ARM www.asso-tintamarre.org  

Germany SoMA Self-help organisation for people with ARM, 
Hirschsprung´s disease or Cloacal exstrophy 

www.soma-ev.de  

Italy AIMAR Self-help organisation for people with ARM www.aimar.eu 

The 
Netherlands 

Vereniging Anusatresie Self-help organisation for people with ARM www.anusatresie.nl 

Norway Norsk Forening for 
Anorektale Misdannelser 

Self-help organisation for people with ARM www.analatresi.no 

Serbia JEDAN u 5000 Balkan 

 

Self-help organisation for people with ARM www.jedanu5000balkan.org   

 

Switzerland SAM Suisse Self-help organisation for people with ARM 
and Hirschsprung´s disease 

www.sam-suisse.ch 

United 
Kingdom 

Bladder & Bowel UK Self-help organisation for people with 
bladder and bowel problems  

www.bbuk.org.uk 

United 
Kingdom 

Max’s Trust Self-help organisation for people with ARM www.maxtrust.org  

USA Pull-thru Network Non-profit organisation for people with 
ARM 

www.pullthrunetwork.org   
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