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EURORDIS-NORD-CORD Joint Declaration of
10 Key Principles for

Rare Diseasge Patlent Reglstries

. Palleni é’égi’si’ri';‘sy shéuld bé 'r'ewgnyised as a global priority In tr;e field of Rare Diseases.

~

. Rare Disease Patlent Registries should encompass the widest geographic scope possible.

@

. Rare Disease Palient Regiskios should be centred on a disease or group of diseases
rather than a therapeutic intervention.

IS

. Interoperabliity and harmonization between Rare Disease Patient Registries should be
consistently pursued.

5. Aminimum set of Common Data Elements should be consistently used in all Rare Disease
Patlent Registries.

o

. Rare Disease Patient Reglsiries data should be linked with corresponding biobank data.

~

. Rare Disease Pallent Registries should Include data directly reported by patlents along
with data reported by healihcare professionals

®

. Public-Private f
Patient Registries,

ips shoutd be fo ensure ility of Rare Disease

©

. Patienis should be equally Involved with other stakehalders in the governance of Rare
Disease Patient Registries.

10. Rare Disease Patient Registries should serve as key instruments for building and
i empowering patlant communities.
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