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I - Executive summary 
 
 
The PARD 2 project is the second part of a long-term project initiated by Eurordis in the 
framework of the Programme of Community Action on Rare Diseases – 2000/2003, which 
objective is to create and animate a European trans-national network on rare disorders. 
 
The first recommendations that came out of the PARD 1 project successfully carried out by 
Eurordis between 2000 and 2001 was to improve the access to information. It was highly 
recommended to offer by all possible means, including helplines and websites, information to 
patients and family members about the pathology, treatment, evolution, psychological 
considerations, put them in contact with other persons affected with the same disease or direct 
them to the corresponding association, should there be one.  
 
The PARD 2 project therefore aimed at creating a web portal on rare diseases and orphan 
drugs which objectives would be to be the starting point on the Internet for anyone interested in 
rare disorders and to help build a trans-national and cross-disease community of patients 
affected by rare diseases in Europe.  
Eurordis role was clearly identified as guiding people among the existing resources and giving 
them tools for action at national level rather than building new databases. Cooperation was 
therefore developed with already existing resources such as Orphanet and NEPHIRD. 
 
The key focus areas of this web portal are: 

− The user oriented approach (information on rare diseases will be easily accessible to 
visitors of various profiles including to handicapped people); 

− The multi-lingual nature of the web portal (9 languages for version 1: English, Danish, 
Dutch, French, German, Italian, Portuguese, Spanish, Swedish), 

− The overview opportunities (links to other sites on rare diseases and guidance) 

− The community look and feel (a place where visitors can meet others to share experience 
and build a community, through forums for instance) 

− The interaction opportunities (discuss, search, provide information, make requests ...) 
 
but also: 

− Extended tools for advocacy  

− The European perspective (sharing information, connecting people) 

− News 

− Life style strategies. 
 
After identifying the key requirements of the web portal (for phase 1 but also beyond, as it was 
essential to develop a system that could evolve with time) in accordance with national alliances' 
suggestions (June to October 2002), a call for tender was organised (November 2002) to select 
a provider to build, maintain and host the website. In the following weeks, Eurordis finalised the 
look and feel of the web portal and came to an agreement with the provider on detailed 
specifications. The prototype was then built in March 2003 and will be finalised by the end of 
May 2003. The objective is to present version 1 at the launch of the European Awareness 
Week on Rare Disorders on May 24th, 2003. As time goes by, further versions will be developed 
to fit new patient needs. 
 
The whole process ensured a high level of quality and consistency with patients' needs.  
No other web portal offers neither at the European level nor worldwide such a broad access to 
information on rare diseases in terms of content, countries and languages covered. 



This report was produced by a contractor for Health & Consumer Protection Directorate General and represents the views of the
contractor or author. These views have not been adopted or in any way approved by the Commission and do not necessarily
represent the view of the Commission or the Directorate General for Health and Consumer Protection. The European
Commission does not guarantee the accuracy of the data included in this study, nor does it accept responsibility for any use made
thereof.


