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Equal and easy access to fast, innovative and reliable diagnostics, the best

edical care and holistic support for every patient, regardless of the
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1) Establishment of nhew Rare Disease Centers of Expertise (OECR) to cover

the main clusters of rare and complex diseases

2) Improved access to diagnostic tests

of medicines and foods for particular nutritional uses
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Currently belong to

Further OECRs outside the European Networks to provide patients with a specific rare

isease or a group of rare diseases with access to diagnostics and highly specialized,
ablished.

-

POLAND25.EU



The Plan assures financial sustainability of ERNs and OECRs

The new financial mechanisms for OECRs, aimed at covering
the high costs of rare diseases patients management have been
introduced.
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Improved access covers innovative medicines (registered and at the stage of
development or clinical trials before marketing authorisation and before obtaining
reimbursement from public funds).
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1) appropriate and widespread coding of rare diseases (ORPHAcodes);
2) complete identification of patients with rare diseases;

3) properly defined sources of information about patients and refined logistics of
obtaining data;

1e activity of expert teams that can develop, interpret and use the data

ions of law;
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The Card will be kept in electronic form and integrated with the Individual
Patient Account (IKP).

1) personal data

2) ORPHAcode, ICD-10 codes, possibly OMIM;

ications for the patient, e.g. medicines, diet,
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www.chorobyrzadkie.gov.pl

m Choroby Rzadkie

Aktualnosci Choroby rzadkie v Swiadczenia v Swiadczeniodawcy i organizacje pacjenckie Rejestry + Edukacja Zespdt Platformy
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» Kazda choroba rzadka wymaga naszej szczegoinej uwagi. Kazdy
Pacjent zastuguje na nasz3 szczegding opieke

Plan dla Chorob Rzadkich Q Wyszukiwarka choréb rzadkich Q Mapa podmiotow
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