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This report arises from the Euro-WABB project which has received funding 

from the European Union, in the framework of the Health Programme.



 

 

Summary 
 
The Euro-WABB project aimed to improve diagnosis and treatment for 3 rare diabetes 
syndromes: Wolfram, Alström and Bardet-Biedl (WABB syndromes). Over 3 and a half years we 
have gathered information about the conditions and recorded this in a secure online registry. 
Lots of patients have been included in the registry and information about the symptoms they 
experience has been recorded. The registry has become a great resource for understanding the 
diseases and we have released information including clinical management guidelines to inform 
clinicians about the syndromes. We hope that the outcomes of the project will improve patient 
care and management of the syndromes and also that the registry will encourage future 
research into these syndromes. 
 
 

Background 
 
Wolfram, Alström and Bardet-Biedl syndromes are rare genetic syndromes which are highly 
complex and sometimes difficult to diagnose. The syndromes share some characteristics 
including loss of vision, loss of hearing and a predisposition to diabetes mellitus. Each syndrome 
also has additional complications that can occur. As the syndromes are so rare clinicians are not 
always aware of them and historically patients have been mis-diagnosed or not had their 
symptoms managed in the best possible ways. There is no cure for any of the syndromes and in 
the past research has been limited due to a lack of large amounts of data about patients. In 
order to improve these issues in 2010 a group of scientists, clinicians and patient groups applied 
for funding from the European Union within “The Health Programme Framework”. This funding 
was received in 2011 and the group formed the project Euro-WABB.  
 
 

Aims of the Project 
 
The overall aim of the project was to improve health management for WABB syndrome patients; 
supporting efficient diagnosis and treatment for the syndromes. This was to be achieved by 
putting together a registry of patients with the diseases to collect information about them.  
 
 

Methods 
 
In order to conduct the project we split tasks in to 6 separate work packages: 

 Coordination of the Project  
This work package coordinated the finance of the project and the running of the registry. This 
included enabling and encouraging clinicians and patients to take part in the project by including 
their data in the online registry.  

 Evaluation of the Project  
This work package evaluated the progress of the project over the 3 and a half years to check 
that it was meeting its objectives and to advise on how we could improve it as it went along. 

 Dissemination of the Project  



 

 

This work package publicised the project and its achievements to inform as may 
clinicians, patients, support groups, researchers, health professionals and pharmaceutical 
companies as possible.   

 Core Datasets and Care Pathways  
This work package decided what information should be collected for the registry and how this 
information could and should be used to improve healthcare services for patients. 

 Genetics / Diagnostics  
This work package worked on recording the genetic history of patients recruited to the registry 
and also worked to establish a network of genetic testing centres across Europe. 

 Virtual Register Information Environment  
This work package ensured the information we collected about patients could be inputted into 
an accessible online registry and that the information held there was safe and secure.  
 
 

Achievements and Results 
 
There have been many achievements throughout the Euro-WABB project. Initially we reviewed 
what the issues are for clinicians in submitting information to a Europe-wide registry. From the 
feedback we received we found that some of these issues were technical (for instance accessing 
the registry online), and some were more practical (for instance language barriers for different 
clinicians across Europe). We then worked to decide what information about patients with the 
WABB syndromes we should collect and what would be useful for improving care for patients. 
Using what we learned we put this information into standard formats for clinicians to record 
from talking to patients at their clinic appointments and looking at their medical history. The 
online registry was then put together for this information to be uploaded to (anonymously) and 
held safely and securely in. For the patients that we collected genetic information on we also 
identified and catalogued their genetic information. We listened to patients and their families 
about what they felt was important in their healthcare services as well as what needs clinicians 
had for learning about these diseases. We used this, along with the information we collected 
from the information in the registry, to produce educational material about the WABB 
syndromes in the form of syndrome specific Clinical Management Guidelines and Patient 
Leaflets signposting to support groups and national experts in the diseases. 
 
We are really pleased with all of the successes throughout the project and hope that these will 
improve healthcare for people with WABB syndromes and encourage other researchers to look 
at these conditions in the future.  
 
If you would like to read more or see any of the outputs of the project these are available on the 
Euro-WABB website (www.euro-wabb.org) or if you have any specific questions please contact 
us at euro-wabb@bch.nhs.uk  
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