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Background

Rare Diseases including Rare Cardiovascular Diseases are becoming a significant burden for patients, physicians, and health care systems worldwide. Even up to 8% of the European citizens may suffer from a RD, what translates into around 27 to 36 million of people. 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.  
Discussion
In the field of RDs, where the expertise is scattered throughout Europe, designation of Centres of Expertise (CoE) or Centres of Reference is of particular importance. It has been underscored that no patient should feel neglected because he or she cannot have an access to a well-known highly specialised centre composed of qualified individuals and located nearby. For this reason, from 2004 onward Commission of High-Level Group on Health Services and Medical Care supported by the Rare Diseases Task Force group began to elaborate on the concept of CoE [1]. This Working Group on European Centres of Reference ascertained that the idea of CoE represents highly positive value, which will provide benefit to patients and health professionals. A CoE for a RD or a group of RDs would bring together a panel of multidisciplinary competences, organized in a structured manner in order to accumulate expertise and maximize limited resources. The identification of a CoE varies however across Europe [2]. Some countries have expert clinics specialized by a disease or a group of diseases and the others have centres dedicated to the management of the majority of RDs in general. Some national centres are uniquely clinical focused on the management of patients, whilst others undertake clinical research only. This heterogeneity reflects the differences in national health care systems. It also represents diversity of this group of diseases, variability in the expertise and interests of involved physician, experts or researchers, and, for most, the breadth of the patients’ needs and expectations. Being aware of this diversity on one hand, but recognizing the need for uniformed definition of the concept of CoE, the aforementioned Working Group followed by the labor of the European Union Committee of Experts on Rare Diseases (EUCERD) proposed a versatile model for establishing European CoE reflecting on their mission, form and scope of activities, criteria for designation and evaluation, and their European dimension [3,4]. CoE should therefore be able to provide high-quality healthcare services based on good practice guidelines, collaborate with legal authorities to establish public health strategies, cooperate with industry and patients’ organizations, reinforce medical training and research to produce and disseminate evidence based knowledge and be ready to form international co-operations. Adopting these recommendations in selecting CoEs at the national level is aimed at facilitating their recognition within patients’ communities and local professionals, in order to improve the referral and diagnostic process. Another issue, which these regulations highlight is the multi-disciplinary approach, that the CoEs should demonstrate. Complexity and diversity of many of RDs implies the need for integration of medical, paramedical, psychological and social resources to provide service that cannot be delivered elsewhere with the same quality. 

To date there is around 56 CoEs focused on various types of RDs registered in Poland of which at least 3 are identified as designated CoEs according to Orphanet database. Centre for Rare Cardiovascular Diseases (CRCD) in the John Paul II Hospital in Krakow is regarded as designated CoE for the diagnosis and treatment of RCDs [5]. The mission of the Centre is to (1) provide efficient diagnostic and therapeutic opportunities for RCD patients; (2) develop national and international collaboration networks; (3) disseminate knowledge, targeting both physicians and patients; (4) promote research and development; (5) organize psychological and social support to patients and families.
Conclusion

European authorities strongly imply that designation of CoEs will provide positive impact on improving the quality of care of patients with RDs. CRCD in Kraków is example of intentionally designed institution aiming at improvement of care of patients with rare cardiovascular diseases. 
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