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BACKGROUND


Population of adults with rare cardiovascular diseases is widely heterogeneous with respect to type and complexity of diseases as well as their clinical manifestations, age of onset or natural history. These patients often face overwhelming inequities in the access to the professional care, which they would expect. Certain actions has been adopted at the European and national legislation level, in order to overcome these barriers, however a number of issues still remains unresolved. 

European Union Legislation Priority Actions

Recognizing significant disproportion in the access to high – quality healthcare  between patients with rare and common diseases, the EU  authorities developed legislative acts such as Commission Communication Rare Diseases: Europe’s Challenge (2008) [1] and Council Recommendation on an Action in the Field of Rare Diseases (2009) [2] where they identified RDs as a priority for EU public health. Strategies presented in these texts concentrate on three main fields: (1) Improving Recognition and Visibility on Rare Diseases, (2) Supporting Policies on Rare Diseases in the Member States, (3) Developing European cooperation, coordination, and regulation for rare diseases.  In order to apply these measures systematically a coherent pan-European strategy was launched, the European Project for Rare Diseases National Plans Development (EUROPLAN). All countries have been advised to undertake efforts to elaborate public-health plans aiming at the improvement of the quality of care for this population by implementing Council recommendations [3]. Following these guidelines Polish Ministry of Health has instituted a group of experts in the field of RDs, who elaborated the National Plan for RDs [4]. The plan concentrates on formulation of classification and registries of RDs in Poland, creation of the reference centres network, improvement in the access to highly-specialized, integrated health care and development of research and education in this field. The Plan is supposed to be executed in the near future.
CONCLUSION

The unmet needs of the growing number of patients with RDs in general call for special and combined efforts of regulatory authorities, health care providers, scientific committees, practitioners and patient organizations. The National Plan for RDs has been adopted in order to promote improvement in the quality of care on RDs patients in Poland
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