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2019 Highlights

January

Legal Incorporation

February

February

RDI 5th Annual Meeting

Rare Disease Side Events 

at WHO 72 World Health 

Assembly

March

May

July

RDI participated in Rare 

Disease Day policy event 

at the United Nations

September

RDI met with Dr Tedros, 

Director-General of the 

WHO, to discuss future 

collaboration

December

RDI signs an 

Memorandum of 

Undrerstanding with WHO

Campaign with National 

Alliances to include RD in 

UN Political Declaration

RDI –IFPMA Round 

Table on Access in 

LMICs



Governance and 
Membership 



Legal incorporation

RDI was incorporated un under French law as an 

Association Loi 1901 on December 7, 2018 

RDI has been operating as legally-registered organisation 

since January 2019 

The Statutes (constitution) of the organisation can be 

found on the website: 

https://www.rarediseasesinternational.org/governance/

New By-Laws (internal rules) adopted in 2020
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Governance: RDI Advocacy Committee
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Membership in 2019

62 member organisations, present 

in over 100 countries

35 national alliances

17 international federations

3 regional networks

7 other rare disease organisations

North America

6

South America

5

Africa

4

Asia

11

Oceania

3

Europe

32



RDI 6th Annual Meeting

February 20th at the Microsoft Global 

Headquarters in New York, USA

First time oustside Europe

Launch of the Recommendations Report of the 

Global Commission to End the Diagnosis 

Odyssey of Children with a Rare Disease

NGO Committee for Rare Diseases High Level 

Event Rare Disease Day at the UN Event

32 member organisations from 26 countries at 

General Assembly and Membership Meeting 

119 delegates at RDI Global Meeting



Communication & Engagement

Outreach and Engagement Manager 

- Hlawulani Mkhabela

Monthly RDI e-newsletter

- sharing news, events, calls for input and 

action

Launch Facebook Workplace group 

- online community for RDI members to connect 

with each other, share news and best practice 

and ask for guidance 

Social media – Twitter +2000 followers

RDI National Alliance involvement in Rare 

Disease Day



Funding and 
Programmes



RDI Alliance of Companies

A platform for companies across different sectors to support the rare disease cause 

internationally and to increase mutual understanding of issues that are important for 

rare disease patients and different industries.

In 2019:

9 companies joined the Alliance

Met for first on-line meeting on August 29 to learn more about

RDI Advocacy strategy and inclusion of rare disease in

UN Political Declaration on UHC



RDI Conference Programme
1. Rare Disease Day at the UN Event, Global Commission Report 

Launch, New York, Feb 20-21 level 3

2. World Orphan Drug Congress, Washington DC, April level 2

3. Canadian Organization for Rare Disorders/ ReACT Conference, 

Toronto, Canada, May 9-13 level 3

4. ‘Rare Diseases: A global challenge, a holistic challenge’  Conference 

at the National Rare Disease Centre (CREER),  Burgos, Spain, 

September 19-20 level 2

5. APARDO Summit ‘Regional Collaboration for Global Change’, Taipei, 

Taiwan, October 19-21  level 3

6. XIV International Conference on Rare Diseases and Orphan Drugs” 

(ICORD), Tel Aviv, Israel, November 11-13 level 2

7. World Orphan Drug Congress, Barcelona, Spain, November 12-14 

level 2

8. VI Encuentro Iberoamericano de Enfermedades Raras (ALIBER 6th

Conference) Murcia, Spain, November 13-15 level 1



RDI Fellowship Programme

Rare Disease Day at the UN Event / Global Commission Report 

Launch, New York, Feb 20-21 level 3

► RDI financial support for patient representatives to participate 

(17 fellowships)

Canadian Organization for Rare Disorders ‘A Rare International 

Dialogue”  Conference, Toronto, Canada, May 9-13 level 3

► RDI financial support for patient representatives to participate 

(9 fellowships)

APARDO Summit ‘Regional Collaboration for Global Change’, 

Taipei, Taiwan, October 19-21  level 3

► RDI financial support for patient representatives to participate 

(16 fellowships)



Advocacy



Rare Disease Day at UN Event

Rare Disease Day Policy Event at the United Nations 
Headquarters

Co-organisers NGO Committee for Rare Diseases, EURORDIS –
Rare Diseases Europe and RDI

21 February 2019, United Nations Headquarters, New York

15 countries co-hosted the event at UN Headquarters building in 

New York



Making the voices of PLWRDs heard at heart of UN 

Over 100 participants from the international NGO community, 

UN agencies, national governments, academic institutions, 

the private sector and the rare disease patient community 

came together at the United Nations Headquarters in New 

York. 

40 patient advocates from RDI member organisations were 

invited to participate and represent the rare disease patient 

community.

17 RDI fellowships for patient advocates to attend



Collaboration with WHO

RDI and WHO Secretariat identified areas of collaboration to 

shape a partnership, which will be formalised in a 

Memorandum of Understanding. 

Collaboration based on ambitious goals that contribute to  

WHO’s 13th General Programme of Work

Prepare the ground for RDI to be NSA in official relations with 

WHO 

Will enable RDI to carry our programmes and shape the 

agenda from within (as NSA official relations) On 18 March 2019, Yann Le Cam and Durhane Wong-Rieger met with Dr Tedros, Director-

General of the WHO, in Geneva



Position of RD patient community on UHC

Paper released in April 2019 adopted by RDI Council in consultation with RDI 

Advocacy Committee

Input and case studies from RDI members

Important advocacy tool in inclusion of RDs in UHC campaign

Paper available on RDI website:

www.rarediseasesinternational.org

http://www.rarediseasesinternational.org/


Rare Disease Side events at 
WHO 72nd World Health Assembly



RDI WHA 72 Side Event 



Opening remarks:  

Ambassador Walter Stevens

Head of the EU Delegation to the UN in Geneva

Dr. Soumya Swaminathan

Chief Scientist, WHO

Keynote speeches:

Dr. Cristian Grasu

Secretary of State, Ministry of Health, Romania

Prof. Dr. Ildikó Horváth

Minister of State for Health

Ministry of Human Capacities, Hungary
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Dr. Chieko Ikeda, SeniorAssistant Minister for Global Health, Minister’s Secretariat, Ministry of Health, Labour  

and Welfare of Japan

Martin Seychell, Deputy Director-General DG SANTE, European Commission

Yann Le Cam, Founder and Chief Executive Officer of EURORDIS – Rare Diseases Europe

Closing Remarks: Dr. Soumya Swaminathan - Chief Scientist, WHO

Moderator: Durhane Wong- Rieger - Chair of Rare Diseases International and CEO of Canadian Organization

for Rare Disorders

Side event to the 72nd World HealthAssembly  

Thursday, May 23 2019

12:30-14:00

Geneva, Palais des Nations, Room XXIII

Rare diseases are at the forefront of digital health and exemplify high added value of regional and global approaches. New

digital tools are already being used to address the challenges of the 300 million people living with a rare disease to connect

highly isolated patients, enable access and speed up diagnosis, refer to specialized medical expertise, to gather and share

expertise on highly complex care, and accelerate clinical research. This side event will serve to show the potential of digital

health to achieve Universal Health Coverage, using rare diseases as an example.

Sandwiches will be served prior to the event.

h o w  t r a n s f o r m a t i o n a l  d ig i ta l  t e c h n o l o g ies  c a n c o n t r i b u t e   

t o  l e a v e  n o  o n e  behind in u n i v e r s a l  h e a l t h c o v e r a g e :

t h e  c a s e  o f  r a r e diseases



Formal Side Event: First time RD at WHA



Inclusion of Rare Diseses in the UN Political 

Declaration on UHC

Toolkit for National Alliances to advocate to 

Ministries of Health and Foreign Affairs; and to 

Permanent Missions to the United Nations

13 National alliances participated! 

Argentina, Austria, China, Colombia, Germany, 

Greece, India, Luxembourg, Malaysia, New Zealand, 

Romania, Serbia, Spain.

RDI and EURORDIS Joint Campaign



Rare Diseases included in political declaration on UHC

UN Political Declaration on UHC adopted at High-Level Meeting 

on UHC during UNGA 74th Session (23 September 2019)

Adopted by 193 Member States an endorsed by all Heads of State

First time rare diseases included in a text adopted by UN 

General Assembly

.



RDI signs MOU with WHO



Collaborations



RDI-IFPMA Round Table on Access

First Round Table on Access to rare disease therapies in LMICs to 

explore barriers to access, discuss opportunities to overcome these 

challenges and identify what factors have helped to address them

o Co-organised with the International Federation of Pharmaceutical 

Manufacturers & Associations (IFPMA) 

o International Union for Cancer Control, Geneva, December 4, 2019

o 15 patient representatives 

o 14 company representatives from the biopharmaceutical industry 

Patient advocates from Mexico, Guatemala, Uganda, Malaysia, US, 

UK, France, Cyprus and Portugal from disease areas including: 

haemophilia, SMA, thalassemia, rare cancers, Gaucher and other 

lysosomal storage disorders, described the expanded programmes

that exist for their diseases at international level and more specifically 

about how they are carried out in their countries and the obstacles they 

encounter on the ground.



NGO Committee for Rare Diseases

Promotes rare diseases as a priority in global health, 

research, and social and medical care as part of the UN 

2030 Agenda: the Sustainable Development Goals (SDGs)

RDI is a member and has a seat on the executive board

RDI contributed to UN submissions and statements on:

- The right to health and SDGs

- The right of people living with disability

RDI co-organised NGO Committee 2nd high level meeting 

in Feburary 2019

RDI 5th Membership Meeting organised back to back in 

New York



Global Commission

High-level expert panel led by Takeda, Microsoft and 

EURORDIS

Purpose is to build road map to improve diagnostic 

pathways for children with rare diseases

Four RDI Members in the Commission: Yann Le Cam 

(EURORDIS), Durhane Wong-Rieger (CORD Canada), 

Kevin Huang (CORD China), Pamela Gavin (NORD) 

Involve RDI members through consultations on 

recommendations

RDI participated in the launch and promotion of the 

recommendations and pilots in February 2019 



International Rare Disease 
Research Consortium

Unites national and international governmental and non-

profit funding bodies, companies, umbrella patient advocacy 

organizations, and scientific researchers to promote 

international collaboration and advance rare diseases 

research worldwide

RDI in IRDiRC’s Consortium Assembly and Patient 

Advocates Constituency Committee (PACC). 

13 of the 15 members organisations on the Patient 

Advocates Constituent Committee are RDI members

Ritu Jain represented RDI 

IRDiRC Meeting, Leiden, Netherlands , May 22-23

IRDiRC Meeting, Paris, France, November 21-22



APEC Rare Disease Network

In 2019 RDI and its members participated in:

• APEC Rare Disease Policy Dialogue focused on Latin 

America, Santiago, Chile, July 10-11

• APEC Workshop ‘Using APEC Rare Disease 

Framework to develop National and Local Action’, 

Taipei, Taiwan, October 21

back to back to APARDO Summit and Taiwan Foundation 

for Rare Disorders 20th Anniversary celebrations.



Financial Report



2019 Financial report

VS 2019 budget
(Profit and Loss including in kind contributions)

Revenue Budget Actual Ratio
ǧ in 

euros
ǧ in %

Patient Organisations 225 750 227 876 39% 2 126 1%

In kind contributions (EURORDIS) 219 750 227 076 39% 7 326 3%

Membership fees 6 000 800 0% -5 200 -87%
Individuals 103 090 143 195 24% 40 105 39%

Volunteers 103 090 143 195 24% 40 105 39%

Donations

Corporates 265 000 200 000 34% -65 000 -25%

Pharma. and Biotech Companies 265 000 200 000 34% -65 000 -25%

Other Health Sector Corporates

Outside Health Sector Corporates

Not for Profit Organisations 15 000 3% 15 000

Pharma. and Biotech Found. 15 000 3% 15 000

Other Health Sector NPOs

Outside Health Sector NPOs

Event Fees

Miscellaneous

Reimbursement

Others

Sub-total 593 840 586 071 100% -7 769 -1%

Recovery of provisions

Report of non-used income

Total Revenue 593 840 586 071 -7 769 -1%

Expenses Budget Actual Ratio
ǧ in 

euros
ǧ in %

Staff 158 000 110 574 27% -47 426 -30%

Wages and charges 158 000 110 574 27% -47 426 -30%

Other salaries

Training and other costs

Volunteers 103 090 143 195 17% 40 105 39%

Representatives and task forces 103 090 132 470 17% 29 380 28%

Projects, office and translators 10 725 10 725

Logistics 144 650 106 094 24% -38 556 -27%

Travels and subsistence 144 650 97 337 24% -47 313 -33%

Event logistics and catering 8 757 8 757

Services 84 000 124 160 14% 40 160 48%

Fees 46 500 60 217 8% 13 717 29%

Partners 20 000 20 000

Telecom and post 1 500 1 620 0% 120 8%

Rent 15 000 41 235 3% 26 235 175%

Other services 1 000 1 088 0% 88 9%
Purchase 6 000 6 683 1% 683 11%

Office furniture 500 116 0% -384 -77%

Amortisation

Communications, Publications 5 000 6 427 1% 1 427 29%

Other purchases 500 140 0% -360 -72%
Miscellaneous 98 100 77 437 17% -20 663 -21%

Financial expenses, Insurance, Tax 3 350 2 171 1% -1 179 -35%

In kind overheads 94 750 75 267 -19 483

Exceptional expenses

Sub-total 593 840 568 144 100% -25 696 -4%

Contingency and loss provisions

Commitment on assigned income

Total Expenses 593 840 568 144 -25 696 -4%

Result 17 927





Thank you!


