24 May 2025
A Historic Moment for the First-Ever WHA Resolution on Rare Diseases

On 24 May, Member States of the 78th World Health Assembly (WHA) adopted the first-ever
Resolution on Rare Diseases: a remarkable milestone in the global effort to improve the lives
of the over 300 million people living with a rare or undiagnosed disease. The Resolution calls
on the World Health Organization Director General to develop a Global Action Plan on Rare
Diseases, which represents a 10-year roadmap to strengthen health systems around the
world.

Persons Living with a Rare Disease (PLWRD) face significant challenges. It takes 4-6 years on
average for a rare condition to be diagnosed, even in wealthy countries. Millions of people
never receive a diagnosis, even after extensive genetic testing. 95% of rare conditions have
no approved treatment. The financial burden faced by persons living with rare diseases and
their families as the result of high out-of-pocket medical expenses, rehabilitation and
equipment costs, and lost wages is substantial, and can be catastrophic. Nearly 60% of
PLWRD report facing discrimination as the result of their condition.

The adoption of the WHA Resolution is a landmark achievement demonstrating to the world
that rare diseases are a global health priority and that the unique challenges and inequities
faced by people living with a rare or undiagnosed disease deserve to be recognized and
addressed.

Rare Diseases International (RDI) and the Coalition in Support of the Resolution would like
to express their gratitude towards the Arab Republic of Egypt and Spain for their leadership
in initiating the process towards this historic Resolution and for being true champions for the
rare disease community. We also thank all of the other cosponsor Member States for their
supportin developing and adopting this Resolution.

To overcome the barriers in accessing diagnosis, treatment and care for PLWRD, the next
step is to translate the Resolution into action. RDI, its members, and the over 275 members
of the Coalition in Support of the Resolution stand fully prepared to support the
implementation of the Resolution and advance the development of the Global Action Plan.
This is urgently needed to provide national governments with a tangible framework for action
with clear targets and accountability measures to reach the Global Health 2035 Goals and
to make UHC a reality.

The timing of this Resolution is optimal as the Lancet Commission on Rare Diseases
continues their work to develop evidence-informed recommendations to improve the rare
disease ecosystem. The provisions and impact of the Resolution should inform their work,
which should in turn inform the development of the Global Action Plan.



RDI urges all Member States and the WHO to now dedicate the necessary resources to
implement the provisions outlined in the Resolution at national, regional and
international levels, notably through appropriate consultation with the rare disease
community to develop the Global Action Plan. We must ensure that this Resolution
leads to real, tangible impact for the global rare disease community.

Coalition in support of the
WHA Resolution on Rare Diseases

* |
@NWU ’S\f Zwﬂlz@/ead e mmm
K22 i fuper RO EER—— q“:}.‘"

RS 3 @ Sl lhO

@:;, e 7 . .).‘-‘EPE@E DT RRRE » feder \:‘k‘\‘

S . o & PRORARIS #7"™ ouwa i

\ (@) XX 73}
* vorp MSUD

IBPAL AR ™ R A

H » [l
cASA
@wgm s Beatung HUNTER A e s

4 & samasann HAF
* PsorAsia 3 t” ARA P
© o
(WK ~—
Wrm, s
ACOPEL
Qxf FRAGILE X
4‘»(7\ INTERNATIONAL e N
R ) ui 4 LER T, o= ? 3R )
v, (& & J s - i — Medscane,..
[ ' s, N cermi
t b D e g Reves

® @B M Wy M g O X

= oLo

o I ) N Sonve SURFY
. #Znores ‘A’ELlP @
. w A ALAN * 3““ g Aioce
eRete ~ acricx @l repErc sofoze ofe .
s P cMD ==t S
[ (q\ bl T £ ires PQMD PRBS cirare @ x b
= ¢ s debra 2 W — A Quam)
aWrH % Fioa @ beocor =3 € W O ',‘)_y." w ilion -
‘‘‘‘‘ & aefat Z" ALAPA: = g ooer
‘?\‘ D ACMGen -
o [mm ©
E GABAL T orphan: * RoLE Q ((' = H’ ‘_0
% Waro e Rimus Chile |G|‘|
— - (/ 5 ——
2 , FORRASE o8y ' :
‘Geha Rk A,.@,,»,m,:;, B gy OF e
'ﬂlefhan S*FECHER Q #mer g‘.;M ;;:mrum‘ -
a b {
T SJID =il . R
’* \_) rounnmon . & " i3 3 sToMach
K UapA <2 3 @ o
o( ‘1 ® APB (RS ezmnzee @ aihiasa
0 U conousramoo CespeRare HHT
)/ e 3 NRLRS " ewin s e, v @
% HUS Bty 3 uniave
L) o @ SEmFYC sé s(debm ifdousrare

DRAVET



The 275 member organizations of the Coalition in support of the WHA Resolution on Rare
Diseases as of May 24, 2025, are:

e 11qLatinoamerica Sindrome de Jacobsen

e ARare Cause

e« Advocacy Service for Rare and Intractable Diseases (NPO ASrid), Japan

e Abc associazione bambini cri du chat

e AFM-Téléthon

e African Rare Diseases Initiative

o Agrenska

¢ ALAN Maladies Rares Luxembourg

e Ali Kimara Rare Disease Foundation

e Alianza Argentina de Pacientes (ALAPA)

e Alianza de Asociaciones de enfermedades huérfanasy poco frecuentes de Panama
(ALASER)

e Alianza de Familias afectadas por el Sindrome de Wolfram

¢ Alianza lberoamericana de Enfermedades Raras (ALIBER)

e Alliance Algérienne contre les Maladies Rares

¢ Alianza Peruana de Enfermedades Visuales (ALPEVI)

¢ APAMII Miopatias Inflamatorias

e Arachnoiditis & Chronic Meningitis Collaborative ACMCRN

e ARVC-Selbsthilfe e.V.

¢ Asia Pacific Alliance for Rare Disease Organizations (APARDO)

e ASMD Spain

e Asociacion Colombiana de Médicos Genetistas

e Asociacion Colombiana de Pacientes con Enfermedades de Depdsito Lisosomaly
otras Enfermedades Huérfanas-Raras (ACOPEL)

e Asociacion de Desdrdenes del Ciclo de la Urea y Metabdlicas (ADCUM)

e Asociacion Enfermedad de Kawasaki

e Asociacion de Enfermedades Raras de Benidorm y Comarca (AERBECO)

e Asociaciéon de Enfermedades Raras D "Genes

e Asociacion Enfermedades Raras Elche (AER-ELX)

e Asociacion de Enfermedades Suprarrenales (ASOES) Panama

e Asociacion Espanola de afectados por Malformaciones Craneo-cervicales (AEMC)

e Asociacion Espanola de Enfermos por Pseudoxantoma Elastico

e Asociacion Espanola de Familiares y Enfermos de Wilson

e Asociacién Espanola de Familias Ataxia Telangiectasia (AEFAT)

e Asociacién Espanola de Hiperplasia suprarrenal congénita (AEHSC)

e Asociacién Espanola de Nevus Gigante Congénito (ASONEVUS)

e Asociacién Espanola de Paraparesia Espastica Familiar (AEPEF)

e Asociacién Espanola Quistes Tarlov

e Asociacién de Familiares y Afectados de Lipodistrofias (AELIP)

e Asociacién de Hemoglobinuria Paroxitica Nocturna



Asociacion Humanitaria de Enfermedades Degenerativas y sindromes de la Infancia
y Adolescencia (AHEDYSIA)

Asociacién de Hipotensidn Intracraneal y Fugas de Liquido Cefalorraquideo
(AHIFUGA)

Asociacion Madrilefa de Osteogénesis Imperfecta

Asociacion Nacional de Afectados por el Sindrome del Maullido de Gato (ASIMAGA)
Asociacion Nacional Familias G.A

Asociacion Osteogénesis Imperfecta del Peru (AOI-Peru)

Asociacion Quilomicronemia Familiar

Asociacion Retina Panama

Asociacion Sarcomas Grupo Asistencial (ASARGA)

Associacao de Apoio aos Pacientes e Familiares com Trombocitopenia Imune (PTI
Brasil)

Association ADEM des Maladies Rares

Association Aux Pas du Coeur

Association of Genetically Inherited Disease Patients and Peers “Saknes”
Association Luxembourgeoise du Syndrome de Rett

Association Shifa des Maladies NeuroMusculaires (ASMNM)

Associazione ltaliana Neuromielite Ottica (AINMO)

auskEE Inc.

Australian NPC Disease Foundation Inc

Beacon for Rare Diseases

BioTech Sphere Research, India | Unit of NeoNexus Healthcare Pvt Ltd
BLACKSWAN Foundation

Blood Patients Protection Council, Kerala, India

Cambridge Rare Disease Network

Canadian Organization for Rare Disorders (CORD)

Canadian Rare Disease Network

Cardiac Community Advocacy and Support Initiative

Casa dos Raros

Casa Hunter

Centre-Alliance for Rare Disease in Rwanda

Centre for Human Metabolomics, North-West University

Chiari Argentina

Child and Youth Care Zimbabwe

Children's HeartLink

China Alliance for Rare Disease (CHARD)

Colaborativa para Enfermedades Poco Frecuentes en el Caribe y América Latina
(CEPCAL)

Colectivo Los Pacientes Importan (Peru)

Comité Espanol de Representantes de Personas con Discapacidad
(CERMI)Confederacion Espafola de Personas con Discapacidad Fisicay Organica
(COCEMFE)

Comunidad de Ostomizados



Congenital Adrenal hyperplasia Research, Education & Support Foundation, DBA:
CARES Foundation, Inc.

Conquistando Escalones Association

Corporacion Familia Miastenia Gravis Chile

Cure CMD

Cutis Laxa Internationale

Cystinosis Ireland

Dakshayani and Amaravati Health and Education

Debra Jordan

DEBRA International

Dimus Chile

Dravet México

Dravet Syndrome Foundation Spain (Fundacion Sindrome de Dravet)
Duchenne Muscular Dystrophy Association of Hong Kong

EDS Létzebuerg a.s.b.l.

The Egyptian Scientific Foundation of Rare Diseases in Children (ESFRD)
Empowered By Us

Enfermedades Raras en El Caribe y América Latina (ERCAL)

Esperantra

EspeRare Foundation

European Children's Hospitals Organisation

European Gaucher Disease (GD)/Rare Disease Network

European Hematology Association (EHA) Gaucher’s Disease (GD) Task Force
European Huntington Association VZW

EURORDIS - Rare Diseases Europe

EveryLife Foundation

FAIM - Association for Autoimmune Diseases

FAMILIAS AME PERU

Federacion Argentina de Enfermedades Poco Frecuentes (FADEPOF)
Federacion de Asociaciones de Distrofias Hereditarias de Retina de Esparfia (FARPE)
Federacion Chilena de Enfermedades Raras (FECHER)

Federacion Colombiana de Enfermedades Raras (FECOER)

Federacion Costarricense de Enfermedades Raras

Federacion Ecuatoriana de enfermedades raras (FERPOF)

Federacion de Enfermedades Poco Frecuentes Chile (FENPOF CHILE)
Federacion Espafiola de Enfermedades Raras (FEDER)

Federacion Mexicana de Enfermedades Raras (FEMEXER)

Federacion Peruana de Enfermedades Raras (FEPER)

Federation of European Patients Groups affected by a Rare/Genetic Kidney
Diseases (FEDERG)

FH Europe Foundation

Fibromuscular Dysplasia Society of America (FMDSA)

The Finnish Network for Rare Diseases

Flutters and Strutters



FOD Family Support Group

Fondazione Telethon

Forset Hayah Foundation for Rare Disease

Foundation for Neuromuscular Support Nigeria

Fragile X International

Fundacion AHUCE

Fundacion AME Costa Rica

Fundacion Ayudanos a Respirar

Fundacion Charcot Chile

Fundacion Colombiana Para Enfermedades Huérfanas (FUNCOLEHF)
Fundacion Colombiana Para Fibrosis Quistica (FIQUIRES)

Fundacion Ecuatoriana para Distrofia Muscular y Enfermedades Raras (FEDIMURA)
Fundacion de Hemisferectomia

Fundacion Menkes Chile

Fundacion del Sindrome de Vogt Koyanagi Harada y Uveitis Chile
Fundacion Sindrome Wolf Hirschhorn (FSWH 4p-)

Fundacion Sonrie SURF1

Fundacion Taiyari compartir por la inclusion AC

Fundacion Uruguaya para la Investigacion de las Enfermedades Raras (FUPIER)
GABA-A Alliance

GBS-CIDP Foundation International

Genetic Alliance

Genetic Alliance Australia

Genetic Support Network of Victoria

Geniin

Georgian Alliance for Rare Diseases

Georgian Foundation for Genetic and Rare Diseases (GeRaD)

Gillette Children's Specialty Healthcare

Global Albinism Alliance

Global ARCH

Global Nursing Network for Rare Diseases

GlobalSkin (International Alliance of Dermatology Patient Organizations)
Gluten Intolerance Group of North America

Glut1 Belgium ASBL

Haiti Cholera Research Funding Foundation Inc USA (HCRFF)

HHT Sverige Patient Association

Hirschsprung Argentina

Hispanic Society for Rare Diseases

Hope for Stomach Cancer

Hospital Sant Joan de Déu-Barcelona (SJD Barcelona Children's Hospital)
Huntington’s Disease Youth Organization

The Inclusion Gateway Ltd

Indian Organization for Rare Diseases

Indian Patients Society for Primary Immunodeficiency (IPSPI)



Indonesian Spinal Muscular Atrophy Community
IndoUSrare

Iniciativa Pensemos en Cebras México

Instituto Promoviendo Desarrollo Social IPRODES

Instituto Unidos pela Vida

Instituto Vidas Raras

Interessengemeinschaft Hamophiler e.V (IGH)
International Agency for the Prevention of Blindness (IAPB)
International Alliance of Patient Organizations (IAPO)
International Bureau for Epilepsy

International Federation for Spina Bifida and Hydrocephalus
International Federation Psoriasis Association (IFPA)
International FOXP1 Foundation

International Gaucher Alliance (IGA)

International MPS Network

International Patient Organisation for Primary Immunodeficiencies (IPOPI)
International Pemphigus and Pemphigoid Foundation
International Prader-Willi Syndrome Organisation (IPWSO)
International Rare Disease Research Consortium (IRDiRC)
International Society of Paediatric Oncology (SIOP)

Jaz Mitocondriales Argentina

Jordan Society of Pathology

Khmelnytskyi City Children's Hospital and Rare Disease Center
kosek - National Coordination Rare Diseases Switzerland
Krishnan Family Foundation

Kyrgyz Hemophilia Society

Latin Americas Patients Academy

Latvian Alliance of Rare Diseases

Llapan kallpa - Organizacion de Pacientes con Hipertensién Pulmonar Peru
LMNA Cardiac

Malaysian Rare Disorders Society

MarylandRARE

MBM Future Health

Medics for Rare Disease

Medscape Education Global

MENA Organization for Rare Diseases

MLD Foundation

MSUD Family Support Group

Muscular Dystrophy Pakistan

National Alliance for Rare Diseases Support Malta
National Fabry Disease Foundation

National Organisation for Rare Diseases of Serbia (NORBS)
National Rare Diseases Registry System of China (NRDRS)
NCBRS Worldwide Foundation



NCD Alliance Kenya

Niemann-Pick B-RS

NiemannPick India

No Stomach For Cancer

Objetivo Diagnostico, Asociacion Nacional de Personas Sin Diagndéstico
0JQ KONSUMATORI/ NGO THE CONSUMER

Organizacion Mexicana de Enfermedades Raras

Organization for Rare Diseases India (ORDI)

Orphanet

Osteogenesis Imperfecta Federation Europe (OIFE)
Partnership for Quality Medical Donations

Patient Academy for Innovation and Research

Patient and CommunityWelfare Foundation of Malawi (PAWEM)
Pathways for Rare and Orphan Solutions

Plataforma de Organizaciones de Pacientes

Psoriasis Asia Pacific

Psoriasis Philippines

ProRaris - Swiss Alliance of Rare Disease Patient Organizations
Pulmonary Hypertension Society (Latvia)

Raramente, CRL

Rare Care Centre, Western Australia

Rare Disease Ghana Initiative (RDGI)

Rare Disease Hong Kong

Rare Disease Iraq

Rare Disease Male Mental Health Support Group

Rare Diseases Center, HUS Helsinki University Hospital, Finland
Rare Diseases Lesotho Association (RDLA)

Rare Diseases International (RDI)

Rare Diseases Portugal

Rare Diseases South Africa NPC

Rare Diseases Uganda

Rare Disorders Kenya

Rare Disorders New Zealand

Rare Disorders Zimbabwe (formerly Child and Youth Care)
Rare Patient Voice

Rare Voices Australia

RD-Portugal, Unido das Associagbes das Doencas Raras de Portugal
Red de Enfermedades Raras de Costa Rica

Red Mexicana de Enfermedades Raras (ReMexER)

Relapsing Polychondritis Awareness & Support

Remember The Girls

Retina International

Romanian National Alliance for Rare Diseases

SAF ESPANA



e Save Sight Now Europe

e Senegalese Society of Human Genetics S2GH

e Sickle Cell Advocates of Rochester

e Skraban-Deardorff Syndrome Foundation (SKDEAS)
e Sociedad Espafiola de Medicina de Familiay Comunitaria (semFYC)
e Sociedad Latina de Hipertension Pulmonar

e Sociedad Mexicana para Porfiria

e Speaking on Cancer Patient Advocacy

¢ Thai Rare Disease Foundation

o Thalassemia Foundation Ghana

e The Children's Hyperinsulinism Charity UK and Ireland
e The Ehlers-Danlos Society

e The Oxalosis and Hyperoxaluria Foundation

e Trastorno Arnold Chiari Panama

e Unique (Rare Chromosome Disorder Support Group)
e Vietnamese Organization for Rare Diseases

e Vivir con Chiari

¢ Voice of Rare Diseases Indonesia

¢ Wilhelm Foundation

¢ Wiskott-Aldrich Foundation

o Women Safety and Justice Initiatives (WSJI)

e World Alliance of Pituitary Organizations

e World Federation of Hemophilia (WFH)

¢ XLH Chile

e Zambia Heart and Stroke Foundation

Individual endorsements:

e Ana Celis Pinar Garcia, Trabajadora Social, Hospital Universitario Son Espases

e Bartha Maria Knoppers, Professor Emerita, McGill University

e BuayJames Hoth Reath, Public Health/Field Epidemiologist, National Ministry of
Health

e Carla Véjar, Cushing’s Disease patient and advocate

e Chris Vorster, Pathologist, North-West University

e Cristina Skrypnyk, Consultant Medical Genetics and Genomics, Assistant Professor
of Molecular Medicine, Al Jawhara Center for Molecular Medicine, Genetics and
Inherited Disorders

e Emilia Severin, Professor, Carol Davila University of Medicine and Pharmacy

e Hasnaa, Genome Research institute of the National Research Centre of Cairo

e PaolaVasquez, Senior Research Fellow, Murdoch University. Australia

e Rogier Veltrop, Researcher, Maastricht University



Sabine Weller Grgnborg, Consultant, Center for Rare Diseases, Department of
Pediatrics and Adolescent Medicine, Copenhagen University Hospital
Rigshospitalet, Copenhagen, Denmark

Saumya Jamuar, Clinician, Kk women's and children's hospital

Timur Narbekov, Hematologist/Medical Advisor, National Center of Oncology and
Hematology/ Kyrgyz Hemophilia Society

Trichinapally Eknath Deepika,

Zahra Hadipour, Medical Affair Manager, Atieh Hospital, Genetic Counselor,
Kamineni Hospitals, LB Nagar, Hyderabad, Telangana, India



