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European Commission 
Health and Consumer Protection Directorate-General 
sanco-rarediseases-consultation@ec.europa.eu  

 
 
 
Dear Madam, 

Dear Sir, 

 

The European Patients’ Forum (EPF) welcomes the European Commission’s 

public consultation on “Rare diseases: Europe’s Challenge and strongly 

supports EURORDIS’ contribution to this consultation.  

 

The European Patients’ Forum was founded in 2003 to become the collective 

patients’ voice at EU level, manifesting the solidarity, power and unity of EU patients’ 

movement. EPF currently represents 30 disease specific patients’ organizations 

operating at European level, and national coalitions of patients’ organizations.  

 

The key elements highlighted by EURORDIS are crucial from a patient’s 

perspective: 

 

� There is a need for a European commitment to engage a cooperation process 

beyond the European Union and also at international level on rare diseases. 

 

� Education and training should be ensured at different levels of society to 

improve the quality of life of people living with rare diseases: children in 

schools, professionals and the general public. Sharing best practices is 

fundamental to reach a better quality integration of patients. 
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� Discrimination issues are to be addressed at EU level. Patients with rare 

diseases and disabilities face social exclusion, exclusion in healthcare, 

financial inequalities, etc. Fighting against discrimination for patients requires 

a legislative framework at Community level. 

 

� The European Commission should insist more on communication to patients 

by proposing direct personal support for individuals and ensuring alongside a 

collective work to improve the quality of life of patients. This would lead to 

empowered patients. EPF supports EURORDIS’ proposal for Specialised 

Social Services for rare disease patients; 

 

� EPF welcomes the idea of a European Agency to specifically address issues 

of concern for patients with rare diseases and their families, issues which 

require long-term coordination and support. 

 

� EPF supports the creation of a European fund for emergency purposes. 

 

� EPF agrees that patient’s mobility should be facilitated and supported when 

necessary and encourages the establishment of Centres of Expertise and 

European Reference Networks for Rare Diseases which could provide a better 

healthcare management and high quality care; 

 

� Accessibility to Orphan Drugs is specific to Rare Diseases patients: they do 

not have rapid and equal access to them. This issue has to be dealt at EU 

level. 

 

� Rare diseases research need to be developed at European level. This implies 

a coordinated action between all EU Member States policies at national and 

European level. These researches should be made from a patient-centered 

approach. Patients’ involvement in such project should be ensured by 

European policy. The role of national governments in the implementation of 

the policy could be ensured by setting up National Plans on Rare Diseases; 
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� EPF promotes patients’ empowerment: the establishment of specialized 

services in the field of rare diseases would be a way to improve the quality of 

care, information and social services provided to the patient. This would lead 

to an effective and solid empowerment of patients.  

 

We would thank you for this opportunity to input and remain at your disposal for any 

further information that you may require. 

 

 

Yours sincerely, 

 
 
 
 
Nicola Bedlington 
EPF Director 

 



This paper represents the views of its author on the subject. These views have not been adopted or in any way approved by the Commission 
and should not be relied upon as a statement of the Commission's or Health & Consumer Protection DG's views. The European Commission 
does not guarantee the accuracy of the data included in this paper, nor does it accept responsibility for any use made thereof. 




