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2World Health Organization. Standards for Improving the Quality of Care for Small and Sick Newborns in Health Facilities. 2 September 2020
https://www.who.int/publications/i/item/9789240010765

3 http://download2.eurordis.org.s3.amazonaws.com/rdi/2.Puras%20Presentation-%20Rare%20diseases.pptx

4Nguengang Wakap S, Lambert DM, Olry A, Rodwell C, Gueydan C, Lanneau V, Murphy D, Le Cam Y, Rath A. Estimating cumulative point
prevalence of rare diseases: analysis of the Orphanet database. Eur ) Hum Genet 28, 165-173 (2020) doi:10.1038/s41431-019-0508-0

5The Council Recommendation of 8 June 2009 on an action in the field of rare diseases, recommends that the Member States “Gather
national expertise on rare diseases and support the pooling of that expertise with European counterparts in order to support: the
development of European guidelines on diagnostic tests or population screening, while respecting national decisions and competences”.
Moreover, the EU Committee of Experts on Rare Diseases identified areas where collaboration between MS would have an added value and
respect the principle of subsidiarity (Newborn Screening in Europe:_Opinion of the EUCERD on Potential Areas of European Collaboration,
July 2013).
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