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Onderstaande lijst is gemaakt na aanleiding van congres Syndromen staan niet stil op 7 
oktober 2025. Hier tref je de websites van de verschillende syndromen en 
expertisecentra in Nederland. 

Diverse syndromen - websites 
Home - Kinderneurologie 
 
Syndroom referaten - Artsvg Opleiding 
 
Syndromen.net | Home 
 
Vereniging Gehandicaptenzorg Nederland | Vereniging Gehandicaptenzorg Nederland 
 
VSOP - Patiëntenkoepel voor zeldzame en genetische aandoeningen 
 
ERN-ITHACA - European Network for Rare Malformation Syndromes 
 
Home | Nederlandse Rett syndroom vereniging 
 
List of Rare Diseases | A-Z Database | NORD 
 

 

Expertisecentra in Nederland 
Rett syndroom: Academisch ziekenhuis Maastricht 
 
Fragiele X syndroom: Erasmus MC 
 
Angelmanpoli: ASVZ 
 
Syndroom poli ‘s Heerenloo: 22Q11, SMS 
 
Tubereuze sclerose complex: UMC Utrecht 
 
Hormonale problemen (zoals Prader Willi) bij syndromen: Erasmus MC 
 
22Q13 syndroom: UMC Groningen 
 

 

https://eur03.safelinks.protection.outlook.com/?url=https%3A%2F%2Fwww.kinderneurologie.eu%2Fhome&data=05%7C02%7CL.Nanlohy-Nebbeling%40kngf.nl%7C5d0643c82c104205443708de6741c9f1%7Cc92ec4476f6e4dcb9cf4abe166a9cc28%7C0%7C0%7C639061729443057063%7CUnknown%7CTWFpbGZsb3d8eyJFbXB0eU1hcGkiOnRydWUsIlYiOiIwLjAuMDAwMCIsIlAiOiJXaW4zMiIsIkFOIjoiTWFpbCIsIldUIjoyfQ%3D%3D%7C0%7C%7C%7C&sdata=Y0%2FGFg5oVQhQjoAzXXTrr2m3ZZOV4CLuzcViH0z3j5g%3D&reserved=0
https://eur03.safelinks.protection.outlook.com/?url=https%3A%2F%2Fartsvgopleiding.nl%2Fsyndroom-referaten%2F&data=05%7C02%7CL.Nanlohy-Nebbeling%40kngf.nl%7C5d0643c82c104205443708de6741c9f1%7Cc92ec4476f6e4dcb9cf4abe166a9cc28%7C0%7C0%7C639061729443083217%7CUnknown%7CTWFpbGZsb3d8eyJFbXB0eU1hcGkiOnRydWUsIlYiOiIwLjAuMDAwMCIsIlAiOiJXaW4zMiIsIkFOIjoiTWFpbCIsIldUIjoyfQ%3D%3D%7C0%7C%7C%7C&sdata=%2F7zGZywJoDAPSVxVe7NFgf9rONk4H9mhw5PpssgCV8E%3D&reserved=0
https://eur03.safelinks.protection.outlook.com/?url=https%3A%2F%2Fsyndromen.net%2F&data=05%7C02%7CL.Nanlohy-Nebbeling%40kngf.nl%7C5d0643c82c104205443708de6741c9f1%7Cc92ec4476f6e4dcb9cf4abe166a9cc28%7C0%7C0%7C639061729443101317%7CUnknown%7CTWFpbGZsb3d8eyJFbXB0eU1hcGkiOnRydWUsIlYiOiIwLjAuMDAwMCIsIlAiOiJXaW4zMiIsIkFOIjoiTWFpbCIsIldUIjoyfQ%3D%3D%7C0%7C%7C%7C&sdata=0IGveYhL%2Bc1gDrOhVWiOAB60trBCLC9f2w%2BUZoz2VY0%3D&reserved=0
https://eur03.safelinks.protection.outlook.com/?url=https%3A%2F%2Fwww.vgn.nl%2F&data=05%7C02%7CL.Nanlohy-Nebbeling%40kngf.nl%7C5d0643c82c104205443708de6741c9f1%7Cc92ec4476f6e4dcb9cf4abe166a9cc28%7C0%7C0%7C639061729443117693%7CUnknown%7CTWFpbGZsb3d8eyJFbXB0eU1hcGkiOnRydWUsIlYiOiIwLjAuMDAwMCIsIlAiOiJXaW4zMiIsIkFOIjoiTWFpbCIsIldUIjoyfQ%3D%3D%7C0%7C%7C%7C&sdata=mGY%2BGiCGvy5GeE4LxXOaiPJtbvCQq9CjLoO0yJsDil4%3D&reserved=0
https://eur03.safelinks.protection.outlook.com/?url=https%3A%2F%2Fvsop.nl%2F&data=05%7C02%7CL.Nanlohy-Nebbeling%40kngf.nl%7C5d0643c82c104205443708de6741c9f1%7Cc92ec4476f6e4dcb9cf4abe166a9cc28%7C0%7C0%7C639061729443134662%7CUnknown%7CTWFpbGZsb3d8eyJFbXB0eU1hcGkiOnRydWUsIlYiOiIwLjAuMDAwMCIsIlAiOiJXaW4zMiIsIkFOIjoiTWFpbCIsIldUIjoyfQ%3D%3D%7C0%7C%7C%7C&sdata=SfPhst5MpmxKzYSJqNm2M9NDebae3Rm6gg5yj9XexmU%3D&reserved=0
https://eur03.safelinks.protection.outlook.com/?url=https%3A%2F%2Fern-ithaca.eu%2F&data=05%7C02%7CL.Nanlohy-Nebbeling%40kngf.nl%7C5d0643c82c104205443708de6741c9f1%7Cc92ec4476f6e4dcb9cf4abe166a9cc28%7C0%7C0%7C639061729443150705%7CUnknown%7CTWFpbGZsb3d8eyJFbXB0eU1hcGkiOnRydWUsIlYiOiIwLjAuMDAwMCIsIlAiOiJXaW4zMiIsIkFOIjoiTWFpbCIsIldUIjoyfQ%3D%3D%7C0%7C%7C%7C&sdata=sET6I6sBLhp3GKRXXweQ%2BgN%2BxR9bHlO2MNxiBB0S9aw%3D&reserved=0
https://eur03.safelinks.protection.outlook.com/?url=https%3A%2F%2Frett.nl%2F&data=05%7C02%7CL.Nanlohy-Nebbeling%40kngf.nl%7C5d0643c82c104205443708de6741c9f1%7Cc92ec4476f6e4dcb9cf4abe166a9cc28%7C0%7C0%7C639061729443166832%7CUnknown%7CTWFpbGZsb3d8eyJFbXB0eU1hcGkiOnRydWUsIlYiOiIwLjAuMDAwMCIsIlAiOiJXaW4zMiIsIkFOIjoiTWFpbCIsIldUIjoyfQ%3D%3D%7C0%7C%7C%7C&sdata=b1KkgHmscL0WZlCdUqh7jqnPjPZlBV0db1CzmLfh72c%3D&reserved=0
https://eur03.safelinks.protection.outlook.com/?url=https%3A%2F%2Frarediseases.org%2Frare-diseases%2F&data=05%7C02%7CL.Nanlohy-Nebbeling%40kngf.nl%7C5d0643c82c104205443708de6741c9f1%7Cc92ec4476f6e4dcb9cf4abe166a9cc28%7C0%7C0%7C639061729443182436%7CUnknown%7CTWFpbGZsb3d8eyJFbXB0eU1hcGkiOnRydWUsIlYiOiIwLjAuMDAwMCIsIlAiOiJXaW4zMiIsIkFOIjoiTWFpbCIsIldUIjoyfQ%3D%3D%7C0%7C%7C%7C&sdata=KRPSnyNyZMviGkzFVRSFfu5q3tSd2bEy7hSD8U%2FfoII%3D&reserved=0

