
Increasing knowledge,  
raising awareness and improving 
the lives of people and families 
affected by WABB syndromes.

Understanding the natural  
history of WABB diseases, 
developing an evidence base for 
clinical management and identifying opportunities for 
intervention to stop or delay the progress of the  
disease processes. 

Euro-WABB project
www.euro-wabb.org

The Euro-WABB project is a detailed study of three syndromes 
linked by their common features of deafness, blindness and 
frequently diabetes mellitus. The aim is: a) to develop a registry of 
European patients, linking their anonymised data with molecular 
genetic results; and b) to offer genetic testing for patients, 
develop clinical guidelines and patient information, and improve 
the care for patients and families affected by these rare diseases. 

Doctors, scientists and patient support groups from all over 
Europe, with funding support from the EU Health Programme, 
are working together to co-ordinate clinical data, pool expertise, 
extend research and promote and disseminate new information 
as the project proceeds. 

This new registry will increase knowledge of these rare diseases 
and help to improve the lives of affected people through better 
management and treatments.

The project will also examine: 
• Ethical and legal issues
•  Further collaboration within Europe and other countries around 

the world

Can you help or benefit from this project?
(See overleaf for more details of this exciting European venture)

Wolfram, Alström, Bardet 
Biedl (WABB) and other 
rare diabetes syndromes



Euro-WABB is looking for participants from across Europe with a 
diagnosis of a WABB or other rare diabetes syndromes including 
Wolcott-Rallison syndrome, Thiamine-Responsive Megaloblastic 
Anaemia (TRMA) and Deafness and Diabetes syndrome. 

You are welcome to register on 
the website, can input your own 
data, and see your own data 
record. We can arrange  
molecular genetic testing if  
it has not already been done. 

The website has a wealth of 
information and links to give 
you accurate and up to date 
information about these  
diseases and current research.     

Please register on the website if you have patients affected 
by these diseases. We would be very grateful for your help in 
recruiting patients to The Registry. We can help you with ethics 
and consent forms. There is no upper or lower age limit and 
where genetic diagnostic testing isn’t available via national health 
mechanisms, participating clinicians can access this service via 
the project. We will include you in the Euro-WABB consortium and 
keep you informed with regular updates.     

Euro-WABB project
For more information, please visit the project website 
www.euro-wabb.org

Or contact the Study Team by email euro-wabb@bch.nhs.uk

Follow us on Twitter 
www.twitter.com/euro_wabb

Find us on Facebook 
Euro-wabb

How you can help

If you are a health professional

If you are affected by any of these diseases 
or know anyone who is affected

Can you help or benefit from this project?


