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NOTICE TO MEMBERS

Subject: Petition 1798/2012 by Kevin Scardifield (British), on Worldwide RSD/CRPS 
awareness campaign

1. Summary of petition

The petitioner suggests to make a world wide campaign about Reflex Sympathetic Dystrophy 
/Complex Regional Pain Syndrome - the world's most painful, incurable condition. He claims 
that many patients are un / misdiagnosed and this deserves greater attention in public but also 
in the professionals circles (medics) in order to help those who suffer. He suggests that this 
very painful illness is on the rise in the general population.

2. Admissibility

Declared admissible on 15 July 2013. Information requested from Commission under Rule 
202(6).

3. Commission reply, received on 29 November 2013

Article 168 of the Treaty on the Functioning of the European Union states that 'Union action 
shall respect the responsibilities of the Member States for the definition of their health policy 
and for the organisation and delivery of health services and medical care'. The responsibilities 
of the Member States shall include the management of health services and medical care and 
the allocation of the resources assigned to them.

The Commission has no specific policy on Reflex Sympathetic Dystrophy/Complex Regional 
Pain Syndrome. Patients with Reflex Sympathetic Dystrophy/Complex Regional Pain 
Syndrome could benefit from actions developed under general rare diseases policy, which is 
set out in the Commission Communication of 11 November 2008 on Rare diseases and in the 
Council Recommendation on an action in the field of rare diseases (2009/C 151/02).
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The key element for improving diagnosis and care in the field of rare diseases is to provide 
and disseminate accurate information in a format adapted to the needs of professionals and 
affected persons. In order to achieve this, the Commission is supporting the Orphanet portal, 
which is a global database containing information related to rare diseases; the data concern 
more than 6,000 diseases and are available in 6 languages. Orphanet’s aim is to help improve 
the diagnosis, care and treatment of patients with rare diseases. The collected and 
disseminated data concern natural history of diseases, treatment, expert centres, medical 
laboratories, ongoing research and patient organisations.

On 30 July 2013 the Commission set up an expert group on rare diseases. This expert group is 
going to provide advice and expertise to the Commission in formulating and implementing the 
EU's activities in the field of rare diseases and foster exchanges of relevant experience, 
policies and practices between Member States and various parties involved.

Research on rare diseases has been addressed as one of the priority areas in the health field 
under the EU Framework Programmes for Research and Technological Development since 
the early 1990s. Over this period, funding for rare diseases at the EU level has been growing 
steadily. In the current Framework Programme, FP7, close to 100 projects related to rare 
diseases have been funded with the overall EU contribution of almost 500 million Euro. EU 
funded rare disease research projects have made a substantial contribution to advancing 
knowledge on rare diseases and will ultimately lead to better diagnostic methods, new 
treatments, better care and prevention strategies for rare diseases. 

The Commission is not a Member of WHO and is not in a position to empower WHO to set 
up new committees and/or funding programmes. Such decisions are taken by the World 
Health Assembly on the basis of proposals by WHO Member States. The Commission has an 
observer status at the Assembly. This also applies to the UN.

Conclusion

Organisation of health care systems including training of professionals lies in the 
responsibility of the Member states. The Commission is proposing to address questions to the 
Commission's expert group on rare diseases in order to check if there is need for coordinated 
action especially for Reflex Sympathetic Dystrophy/Complex Regional Pain Syndrome on the 
European level.

The Commission's strong commitment for supporting rare disease research will continue also 
in the next Framework Programme for Research and Innovation, Horizon 2020, and Health 
for Growth Programme, expected to start in 2014.

The Commission is not is not in a position to empower the WHO and the UN to set up new 
committees and/or funding programmes.


