
Contact with peers  
Staying in contact with your peers and other family members of the Cystinosis community 
can be valuable. It can be useful to share your experience, ask questions or just to find a 
buddy or new friend who can know what you as a peer or family members are coping with.  
 
We acknowledge that meeting new peers and families at the conference or online is 
exciting, but it may also be a bit daunting to really get to know each other in just a few days. 
We are here to help you to stay in contact or to get to know someone new!  
 
If you would like to come in contact with peers or families, please mail your request to the 
following address: cystinose@ziggo.nl 
 
Every mail will be taken into consideration with the utmost care and your privacy will be 
taken into account.  
 
 
You can always look online and mail one of our support groups directly: 
Asociación Cistinosis España – www.grupocistinosis.org 
Associazione Cistinosi, Italy – www.cistinosi.it 
Cystinosis Foundation UK – www.cystinosis.org.uk 
Cystinosis Ireland – www.cystinosis.ie 
Cystinose-Selbsthilfe e.V., Germany – www.cystinose-selbsthilfe.de 
Dutch and Flemish Cystinosis Group – www.cystinose.nl 
Vaincre les Maladies Lysosomale (VML-France) – www.vml-asso.org 
Cystinosis Research Network – www.cystinosis.org 
Mexican Association of Cystinosis – www.cistinosis.org.mx 
Etc.  
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