
Rare Disease Organisations, Search Engines & Sources of Information. 

 

- Rare Disease UK 

- European Rare Disease Organisation (EURODIS) 

- Orphanet website  

- Global Genes  

- Find Zebra 

- Rare Revolution Magazine 

- Mendelian 

- National Organisation for Rare Diseases (NORD)  

- Orphanet Journal of Rare Diseases 

- Medics 4 Rare Diseases -  

- British Paediatric Surveillance Unit (BPSU)   

- Wolfram Syndrome Research Alliance Website (WSRA)   

 

https://www.raredisease.org.uk/
https://www.eurordis.org/
https://www.orpha.net/consor/cgi-bin/index.php
https://globalgenes.org/
https://www.findzebra.com/
https://rarerevolutionmagazine.com/
https://www.mendelian.co/
https://rarediseases.org/
https://ojrd.biomedcentral.com/about?gclid=Cj0KCQiA_P6dBhD1ARIsAAGI7HCZEXsyCaOSiMWlO3q4B2xL1C2E1CVw0Ey6oNEPni9EnmE2a4KYPwUaAtzGEALw_wcB
https://www.m4rd.org/
https://www.rcpch.ac.uk/work-we-do/bpsu
https://www.wsresearchalliance.org/

