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✓ Are made available to support and harmonise the 
implementation of ORPHAcodes into national routine 
coding systems 

✓ Relevant on the scope of other cross border 
healthcare projects. 
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e ✓National and local competent authorities
✓EU decision-makers
✓ERNs
✓Patients, families and their representatives
✓Health professionals
✓ Policy Groups 
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Dissemination of information on the 
project and results

www.rd-code.eu website: 

onestop shop about 
> the Orphanet nomenclature including general information, 

> links to ALL documents of interest 

> contact point/helpdesk for the end-users, 

> news, leaflets and general information 

ECRD 2020 and national conferences. Next ESHG 
2021 . Next Paper publication

Multi-stakeholders workshops, next: March 2021 
Valencia

At national level: dissemination to National 
Authorities

OrphaNews: regular article updates 3
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Strenght of dissemination activities

The Nomenclature pack was downloaded more 
than 1,400 times from the orphadata website 

Number of sessions [1,349] and page views 
[5,038] on the www.rd-code website relatively 
high
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…and weaknesses

the documents downloads from the website 
is low…... 

……This may indicate that the knowledge on 
this documents and/or their scope is not known 
enough
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…What can we do to increase
awarness on project results?
… What are the strategies to 
approach National authorities
in place at National level?
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Disseminate more widely the link to the 
project website, in particular to the registries 
of the RD-CONNECT Catalogue and Orphanet
catalogue.

Disseminate project results to the Board of 
Member States as well as the 
eHealthNetwork MS representative. 

Disseminate through the Orphanet
Management Board to the national 
competent authority and national registries.
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THANK YOU!

RD-CODE dissemination
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