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IRDiRC Consortium Assembly
Representation

u Western Australia Department of Health

u European Organisationfor Treatment & 
Research on Cancer, EORTC

u Botswana Organization for Rare Diseases 

u Canadian Institutes for Health Research

u Genome Canada

u BGI

u Chinese RD Research Consortium

u WuXiAppTec

u E-Rare 2 Consortium

u European Commission

u Academy of Finland

u Agence Nationale de la Recherche, ANR

u Fondationmaladies rares

u French Muscular DystrophiyAssociation, 
AFM

u Lysogene

u Children's New Hospitals Management 
Group

u Federal Ministry of Education and Research

u Shire

u Chiesi Pharmaceuticals

u Istituto Superiorede Sanita

u Telethon Foundation

u Japan Agency for Medical Research and 
Development, AMED

u National Institutes of Biomedical Innovation, 
Health and Nutrition, NIBIOHN

u Saudi Human Genome Project

u Netherlands Organisationfor Health 
Research and Devevelopment

u Korea National Institute of Health

u National Institute of Health Carlos III, ISCIII

u Roche

u National Institute for Health Research

u Food and Drug Administration, FDA

u Global Genes

u National Cancer Institute, NCI, NIH

u National Center for Advancing Translational 
Sciences, NCATS, NIH

u National Eye Institute, NEI, NIH

u National Human Genome Research Institute, 
NHGRI, NIH

u National Institute of Arthritis and 
Musculoskeletal and Skin Diseases, NIAMS, 
NIH

u National Institute of Child Health and Human 

Development, NICHD, NIH

u National Institute of Neurological Disorders 
and Stroke, NINDS, NIH

u NKT Therapeutics

u Pfizer

u PTC Therapeutics

u Sanford Research

u EURORDIS

u National Organization for Rare Diseases

u Genetic Alliance

u Recursion Pharmaceuticals

u LoulouFoundation

u Chinese Organization for Rare Disorders 

u Advocacy Service for Rare and Intractable 
5ƛǎŜŀǎŜǎΩ Ƴǳƭǘƛ-stakeholders in Japan 

u Indian Organization for Rare Diseases

u Organization for Rare Diseases India

u Canadian Organization for Rare Disorders

u Rare Voices Australia

u Rare Diseases International

u Rare Diseases South Africa

u CydanII

u UltragenyxEurope
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Governance Structure
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Daria Julkowska(Chair)

E-Rare Consortium, Europe

Hugh Dawkins(Vice-Chair)

Western Australian Department of Health

HeikkiVilen

Academyof Finland, Finland

Dominique Dunon-Bluteau

ANR, France

Paul Lasko

CIHR, Canada

Oleg Kvlividze

Children'sNew Hospitals Management Group

IreneNordstedt

EuropeanCommission, Europe

Line Matthiessen

EuropeanCommission, Europe

Denis Lacombe

EORTC, Belgium

Katherine Needleman

FDA, USA

Ralph Schuster

BMBF, Germany

Daniel Scherman

FRM, France

Marie-Christine Ouillade

AFM Téléthon, France

Cindy Bell

GenomeCanada, Canada

GualtieroRicciardi

ISS, Italy

MakotoSuematsu

AMED, Japan

Consortium Assembly: Funders
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Hyun-Young Park

KNIH, Korea

Daniel Lavery

Loulou Foundation, UK

Edward L. Trimble

NCI, USA

Christopher P. Austin

NCATS, USA

Santa J. Tumminia

NEI, USA

Teri Manolio

NHGRI, USA

Stephen I. Katz

NIAMS, USA

Melissa Parisi

NICHD, USA

Manuel Posada

ISC III, Spain

Willem Ouwehand

NIHR, UK

Adam Hartman

NINDS, USA

YoshihiroYoneda

NIBIOHN, Japan

Sonja van Weely

ZonMw, The Netherlands

David Pearce

Sanford Research, USA

Sultan TurkiAlSedairy

SaudiHumanGenomeProject, SaudiArabia

Lucia Monaco

TelethonFoundation, Italy

Consortium Assembly: Funders
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Matthew Pletcher(Chair)

Roche, Switzerland

MadhuNatarajan(Vice-Chair)

Shire, Ireland

NingLi

BGI, China

James McArthur

CydanII, USA

Andrea Chiesi

ChiesiFarmaceutici, Italy

Carlo Incerti

Genzyme, USA

Brett P. Monia

IonisPharmaceuticals, USA

Karen Aiach

Lysogene, France

Robert Mashal

NKT Therapeutics, USA

Katherine Beaverson

Pfizer, USA

Ellen Welch

PTC Therapeutics, USA

Chris Gibson

RecursionPharmaceuticals, USA

Tom Pulles

Ultragenyx, Switzerland

James Wu

Wuxi App Tec, China

Consortium Assembly: Companies
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Sharon Terry (Chair)

GeneticAlliance, USA

YukikoNishimura(Vice-Chair)

AsRid, Japan

EdaSelebasto

BORDIS, Botswana

DurhaneWong-Rieger

CORD, Canada

Kevin Huang

CORD, China

Virginie Bros-Facer

EURORDIS-Rare DiseasesEurope

Nicole Boice

Global Genes, USA

RamaiahMuthyala

I-ORD, India

Peter Saltonstall

NORD, USA

PrasannaKumar Shirol

ORD-I, India

RituJain

Rare DiseasesInternational, Singapore

Kelly du Plessis

RDSA, South Africa

Nicole Millis

Rare VoicesAustralia, Australia

Consortium Assembly: Patient Advocates
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KymBoycott (Chair)

Children'sHospitalEasternOntario, Canada

Gareth Baynam(Vice Chair)

Universityof Western Australia, Australia

FowzanSami Alkuraya

King FaisalHospital, Kingdomof SaudiArabia

Anthony Brookes

Leicester University, UK

Xavier Estivill

SidraMedicaland ResearchCenter, Qatar

KenjiroKosaki

KeioUniversity, Japan

GertMatthijs

UniversityHospitalLeuven, Belgium

Ann Nordgren

KarolinskaInstitute, Sweden

Jürgen Reichardt

YachayTech University, Ecuador

FrancoisVan Der Westhuizen

Universityof Potchefstroom, South Africa

YimingWang

BGI, China

Feng Zhang

WuXiNextCODE, USA

Diagnostics Scientific Committee (DSC)
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Petra Kaufmann (Chair)

AveXis, Inc., USA

DomenicaTaruscio(Vice Chair)

National Centre for Rare Diseases, ISS, Italy

Dixie Baker

Martin, Blanckand Associates, USA

Angel Carracedo

Universityof Santiago de Compostela, Spain

GemaChicano Saura

Universityof Murcia, Spain

Stephen Groft

NCATS, USA

Melissa Haendel

OntologyDevelopmentGroup,  USA

Ken Ishii

AMED, Japan

Edmund Jessop

NHS England, UK

HannsLochmüller

Facultyof Medicineof Freiburg, Germany

Elizabeth McNeil

BluebirdBio, USA

Matthew Might

Hugh Kaul PrecisionMedicineInstitute, USA

David van Enckevort

Universityof Groningen, The Netherlands

Interdisciplinary Scientific Committee (ISC)
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Diego Ardigò(Chair)

ChiesiFarmaceuticiS.p.A., Italy

Virginie Hivert(Vice Chair)

EURORDIS-Rare DiseaseEurope, France

AnnemiekeAartsma-Rus

LeidenUniversity, The Netherlands

SengH. Cheng

Sanofi, USA

Robin Conwit

Georgetown University, USA

MichelaGabaldo

TelethonInstitute for Gene Therapy, Italy

Yann Le Cam

EURORDIS-Rare DiseaseEurope, France

Sandrine Marreaud

EORTC, Belgium

Anne Pariser

NCATS, USA

Karin Rademaker

Utrecht University, The Netherlands

Ken Sakushima

PMDA, Japan

Maurizio Scarpa

Universityof Padova, Italy

Josep Torrent i Farnell

Universityof Barcelona, Spain

Therapies Scientific Committee (TSC)


