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Orphanet

at the crossroads of the RD world

+* Between countries : an international, multi—stakeho|mo ium

* Between languages: a multi-lingual service

* Between domains: health, research, disability, patients, industry, policy...

* For all audiences, globally

orphanet

. The Orphanet Consortium
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Information and awareness

« Working with experts around the globe to develop-

multi-lingual information and to produce data
* Healthcare professionals

« Researchers

* Patient representatives

+ Professionals from the medical social sector

# To serve the needs of a global audience

@ Users from 217 countries
www.orpha.net
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* In a global community, we need to understan ,
we may not speak the same language

« Unique, specific, multi-lingual nomenclature for rare diseases: ORPHA
codes as a standard
* Rare diseases patients are scattered...as are rare diseases experts.

* Directory of resources in 40 countries: a tool for networking, tackling
isolation and fostering appropriate referrals
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Knowledge

disease

* Integration pieces of a puzzling knowledge
# Around the Orphanet nomenclature and classification
* Providing integrated, re-usable data

* Qrphanet Rare Disease Ontology (ORDO)

* Promoting interoperability

« Bridging health and research O rd O

Orphanet Rare Disease Ontology

* Networking and partnering

@ orphadata
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Data for policy and research

* Provide compiled dm

+ State of the Art of RD Policies

® ®
+ State of Play of RD Research @/ACTl CN

AAAAAAAAAAAAAAA

* Orphanet in EU recommendations °

« Supporting national level policies in Orphanet countries
# QOrphanet in national plans

+ Provide re-usable data for research

@ global utilisation of data

www.orphadata.org
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Orphanet commitment for a global

approach

——

# « The Orphanet Consortium supports the work of the NGO Committee for Rare
Diseases, and will, to the best of its ability, support the endeavour to improve the
recognition and inclusion of rare diseases into the UN Sustainable Development
Goals, and to strengthen the voice of research and medical institutions in all
subsequent UN policy discussions around rare diseases. »
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The Orphanet Consortium

Romina Armando (Argentina), Violetta Anastasiadou (Cyrpus), Ingeborg Barisic (Croatia), Neville Calleja (Malta), Mario
Carreira (Portugal), Krystyna Chrzanowska (Poland), Melinda Csaky-Szunyogh (Hungary), Bruno Dallapiccola (Italy), Loredana
D'Amato Sizonenko (Switzerland), Hugh Dawkins (Australia), Dorra H’'mida-Ben Brahim (Tunisia), Kristine Hovhannesyan
(Armenia), Desirée Gavhed (Sweden), Malgorzata Krajewska-Walasek (Poland), Hannelene Koillinen (Finland), Micheil Innes
(Canada), Laszlo Kovacs (Slovakia), Vaidutis Kucinskas (Lithuania), Jana Lepiksone (Latvia), Lena Lande Wekre (Norway), Luca
Lovrecic (Slovenia), Milan Macek (Czechia), André Mégarbane (Lebanon), Serge Melangon (Canada), Gert-Jan van Ommen
(Netherlands), John Oestergaard (Denmark), Ugur Ozbek (Turkey), Francesc Palau (Spain), Annick Raas-Rothschild (Israel),
Ana Rath (France), Dragica Radojkovic (Serbia), Tamari Rukhadze (Georgia), Cristina Rusu (Romania), Tamari Sargsyan
(Armenia), Joerg Schmidtke (Germany), Abdelaziz Sefiani (Morocco), Rumen Stefanov (Bulgaria), Sarah Stevens (United
Kingdom), Bodil Stokke (Norway), Elfriede Swinnen (Belgium), Eileen Treacy (Ireland), Vallo Tillmann (Estonia), Till
Voigtlander (Austria), Yolande Wagener (Luxembourg) and Rula Zain (Sweden)

7



=

NGO TOMMITTEF FOF

RARE DISEASES

Thank you

for your attention




