RDI JOINT DECLARATION

“Rare Diseases: an International Public Health Priority” -
Recommendations:

1. Enhanced Visibility

. Patient Empowerment

2

3. Creation and Dissemination of Informat®
4. International cooperation in services to
5

. Improve prevention, screening and timely
diagnosis

o

The right to Universal Access to Healthcare

/. National and international networking of
specialised expertise

. RARE
. DISEASES
. INTERNATIONAL

8. Promotion of mobility of experts and patients
access adequate care

O International coordination of Research
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THE UNITED NATIONS: A TIMELINE

1945: The United Nations is created and its Charter
is ratified

» Aim to combine efforts to reaffirm:

Fundamental human rights
Dignity & worth of the human person
Equal rights of men and women

Equal rights of large and small nations
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THE UNITED NATIONS: A TIMELINE

A universal & balanced agenda

) January 1946: 1st resolution adopted (peaceful
use of atomic energy and elimination of
weapons of mass destruction)

d 1948: Universal Declaration of Human Rights is
adopted

But...
) 1960s-80s: Context of Cold War

> Development approach: South-North division
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THE UNITED NATIONS: A TIMELINE

~ N\

March 1995: World Summit for Social
Development in Copenhagen

d Determination to capture the unigue possibilities
offered by the end of the cold war to promote
social development and social justice.

» Commitments:

v Economic, political, social, cultural and legal
environment enabling social development;

v" Social integration based on the enhancement and
protection of all human rights;

v Universal and equitable access to education and o
: . RARE
primary health care, p DISEASES

. INTERNATIONAL

v Development of Africa and developing countries



THE UNITED NATIONS: A TIMELINE

September 2000: UN Millennium Summit - Millennium
Development Goals

» Set for 2000-2015
» Big focus on developing countries

> Working in silos
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f
THE UNITED NATIONS: A TIMELINE ‘»

The 2030 Agenda: The Sustainable Development Goals (SDGS)

» Universal & inclusive: « Leave no one behind »
) Return to social development

) Inter-linkages

NO GOOD HEALTH
POVERTY AND WELL-BEING

QUALITY
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THE UNITED NATIONS SYSTEM

The United Nations System

UN Principal

| Programmes and Funds

Organs r UNODC United Nations Office on Drugs and Crime UNITAR United Nations Institte for Training and Research
UNCTAD United Nations Conf Trade and Develop UNRWA United Nations Relief and Works Agency UNRISD United Nations Research Institute for Social Development
+ ITC International Trade Centre (UNCTAD/WTO) Uth:duﬁmRaﬁmzj‘inhNearE: _ T e o
e 3 UNDP United Nations Development Programme -Women United Nations Enfity for Gender Equality g 5 AR
General Subsichcry Bockes - UNCDF U NsorsGopi Deemert Frd Empowernent of Women UNU Uswied Nafors Uéersty
Assembly Main and other sessional + UNV United Nations Volunteers WEP World Food Programme Ofher Eviif
commiftees = = = ‘ er Entifies
. . UNEP United Nations Environment Programme S =
Disarmament Commission UNEPA United Nations Population Fund | Research and Training Insfitutes UNAIDS Joint United Nafions Programme on HIV/AIDS
Human Rights Council - 5 a 5 5
e = S UN-HABITAT United Natons Human Setfements Programme UNICRI United Nations Iniregionl Crime and Jusice Research IS DR e ot s ekl ooy Joe Dhacsen ek chon
Sty e UNHCR Office of the United Nations High Commissioner for Refugees frskile UNOPS United Nations Office for Project Services
i ek UNICEF United Nations Children's Fund UNIDIR United Nations Insfitute for Disarmament Research
Security -
Council Related Organizations
CTBTO Preparatory Commission for the Comprehensive
Subsidiary Bodies Advisory Subsidiary Body Nuclear-Test-Ban Treaty Organizafion
IAEA? International Atomic Energy Agency
Gl Mibsydioomaies: — YT OPCW Organisaion for the Prohibion of Chemical Weapons
International Criminal Tribunal for Rwanda (ICTR)  Peacekeeping operations and polifical missions WTO World Trade Organization
Infernational Criminal Tribunal Sanctions committees (ad hoc) (F = . =
Economic and for the former Yugoslavia (ICTY) Standing commitiees and ad hoc bodies I [ specidlized Agencies®
Social Council J ILO | } Lobour Orgranizats
. Y FAO Food and Agriculture Organization IME e Fuod
L_,'.F o Cor I iogionsil Cormirias I Other Bock ) unoé::::?u e ICAO | I Gl Aviation O
unctional Commissions egional Commissions er ies e Nations ks 2 IMO & TR o
Crime Prewennon and Criminal Justice ECA Economic Commission for Africa Commitiee for Development Policy WHO World Health Organization ITU International Telecommunication Union
?«m D':-: ECE Economic Commission for Europe Committee of Experts on Public Administration World Bank Group UPU Universal Postal Union
opulati Development : e ; Commil Non-G | Organizatic 5 ? SO
i , ECLAC Economic Commission for Latin »  IBRD International Bank for Reconstruction WMO World Meteorological Organization
Secretariat SClemeondTe&mologykaewdomm America and the Caribbean Permanent Forum on Indigenous lssues and Development WIPO World Intell 1P Organizaii
s°°.°! £ ESCAP Economic and Social Commission United Nations Group of Experts * IDA International Development Association IFAD | o b Al Dol
sl alnhii i = - = IFE lonakoncl rence Corporsion UNIDO United Notions Industil Development
s of Women i : 2 Other sessional and standing commitiees - il ST
Sustainoble D ) Escble:.:‘\o::‘c’and Social Commission sl o b a»dnrguluad bodies MIGA Mdhh.aml Investment Guarantee Agency Organization
United Nations Forum on Forests - 1CSID berncacond Cons fo Slfesent UNWTO World Tourism Organizafion
- y
International Court NOTES:

of Justice

Trusteeship
Council®

=+ | Depariments and Offices

EOSG Executive Office of the Secretary-General
DESA Department of Economic and Social Affairs
DFS Depariment of Field Support

DGACM Depariment for General Assembly
and Conference Management

DM Depariment of Management
DPA Department of Political Affairs

DPI Depariment of Public Information

DPKO Department of Peacekeeping Operations

DSS Depariment of Safety and Security

OCHA Office for the Coordination of Humanitarian Affairs.
OHCHR Office of the United Nations High Commissioner
OlOS Office of Internal Oversight Services

OLA Office of Legal Affairs

OSAA Office of the Special Adviser on Africa

SRSG/CAAC Office of the Special Representative
of the Secretary-General for Children
and Armed Conflict
UNODA Office for Disarmament Affairs
UNOG United Nations Office at Geneva
UN-OHRLLS Office of the High Representative for
the Least Developed Countries, Landlocked Developing
Countries and Smal Island Developing States
UNON United Nations Office at Nairobi
UNOV United Nations Office at Vienna

T UNRWA and UNIDIR roport only to fhe General Assombly.
2 1AEA reports to the Security Council and the General Assembly.

3 sokized ; s e
hrough the coondinaling sachinesy of ECOSOC of the inkrgovernemenial level, ond
through the Chiof Executives Board for Coordination (CEB) at the inkor-secretarit lovel.
This section is lised in order of establishment of theso organizaions o3 specialized
agencies of the Uniked Nations.

4 The Trusteaship Council suspended op 1 November 1
of Palou, the last remaining United Nafions Trust Toriary, on 1 Oclober 1994

ith the UN and eoch cthee

ith the independ

This is not an official document of the United Nations, nor is it intended to be all-inchusive.
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THE UNITED NATIONS SYSTEM

New York

Secretary
General
Economic DESA
and Social

SPECIALISED Council

AGENCIES
FAO
UNESCO GENERAL
WHO . ASSEMBLY
EaEe; 193 memuers

vV 1\

International

Geneva Criminal
UN PROGRAMMES Court

& FUNDS

Rl International

UNHCR Court of
UNICEF Justice

UNEP
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1ST UN « BUBBLE»: GENEVA

» Focus on Human Rights:

o Office of the United Nations High Commissioner for
Human Rights

o United Nations Human Rights Council

d Focus on the right to health: World Health
Organisation (Specialised Agency)

« Communicable diseases
* Increasingly non-communicable diseases

* Access to medicines debate focused on IP and
generics
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2NP UN « BUBBLE »: NEW YORK

d Development agenda:
o ECOSOC
o DESA
o United Nations Development Program (UNDP)

d» Rebirth of universal mission with SDGs

» New definition of health: more than the mere
absence of disease

o Health & well-being
o « Leave no one behind »

o Universal Coverage

. RARE
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THE SDG ERA
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TO MONITOR AND PRIORITIZING
ERING STRONG HEALTH-RELATED NEEDS OF THE POOR
! SDGs i %
e CAUSES AL
TO DEVELOP, IMPIVEMEHYV AND CONSEQUENCES
MONITOR AND ACCOUNT FOR OF ALL FORMS OF %

AMBITIOUS NATIONAL MALNUTRITION

SDG RESPONSES

EMPY

PROMOTING HEALTH
AND PREVENTING
DISEASE THROUGH
HEALTHY NATURAL

ENVIRONMENTS
1 4 LIFE BELOW.
VIATER

SUPPORTING THE

GOOD HEALTH
AND WELL-BEING

SUPPORTING
HIGH-QUALITY
EDUCATION FOR
ALLTO IMPROVE
HEALTH AND
HEALTH EQUITY

RESTORATION OF FISH
STOCKS TO IMPROVE
SAFE AND DIVERSIFIED
HEALTHY DIETS

FIGHTING GENDER
INEQUITIES, INCLUDING
VIOLENCE AGAINST
WOMEN

T PROTECTING HEALTH
13 ACTION FROM CLIMATE RISKS,
AND PROMOTING HEALTH
THROUGH LOW-CARBON
DEVELOPMENT

CLEAN WATER
PREVENTING DISEASE ey
THROUGH SAFE
WATER AND SANITATION
FORALL
PROMOTING

ENSURE HEALTHY LIVES
RESPONSIBLE AND PROMOTE WELL-BEING
CONSUMPTION OF

PROMOTING SUSTAINABLE
EDICIN FOR ALL AT ALL AGES ENERGY FOR HEALTHY
T0 COMBAT ANTIBIOTIC HOMES AND LIVES
RESPONSIBLE RESISTANCE
0=
AND PRODUCTION
FOSTERING HEALTHIER
CITIES THROUGH
URBAN PLANNING
FOR CLEANER AIR
AND SAFER AND MORE

PROMOTING HEALTH
ACTIVE LIVING

EMPLOYMENT AS A DRIVER
ENSURING EQUITABLE OFHCHISNE ECONC
ACCESS TO HEALTH PROMOTING NATIONAL BEONE
SERVICES THROUGH R&D CAPACITY AND

UNIVERSAL HEALTH MANUFACTURING OF

COVERAGE BASED AFFORDABLE ESSENTIAL

ON STRONGER MEDICAL PRODUCTS

PRIMARY CARE

'DECENT WORK AND
ECONOMIC GROWTH

N\ 10 "l WERASTRUCTRE
World Health N / C
Organlzatlon WWW.WHO.INT/SDGS =
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The NGO Committee for Rare Diseases

New York O e

Yann Le Cam & Clara Hervas . Wt ]



NGO COMMITTEE FOR RARE DISEASES

= Committee under the umbrella of Conference of
NGOs in Consultative Relationship with the United
. ® Nations (CoNGO)

nco commiTTee For ®  @Goal: promote rare diseases as a priority in global

RARE DISEASES health, research, and social and medical care as
part of the UN 2030 Agenda: the Sustainable
Development Goals (SDGs).

= Whois involved?

o Initiative by Agrenska Foundation &
EURORDIS - Rare Diseases Europe in
cooperation with RDI

o Supported by 34 NGOs from CoNGO

o Forum for interested parties (NGOs, ECOSOC
members, UN bodies, individual exsrtis)mRE
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INAUGURATING THE NGO COMMITTEE

11 November 2016
United Nations, New York
FOR RARE DISEASES

D

-
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FORMAL INAUGURATION

) Friday 11 November 2016

) UN Headquarters in New York

. RARE
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WHO WAS THERE?

Friday 11 November 2016
Conference Room 8 (GA-1B-CR08),
United Nations, New York (NY 10017)

Morning Plenary.

Mr Cyril Ritchie, President of CONGO 20112018
Public Heakh in the Mandato of the United Nations Ec wd Soc
Mr Navid Hanif, Director, Office for ECOSOC Support and Coordination,

UN Department of Econoenic and Social Affairs (DESA)

KEYNOTE 0
ADDRESSES
10.00-11:00

Mr Anders Olau:

ison, Chairman, Agrensica

Ms Abbey S. Meyers, President Emerituss, National Organization for Rare
Disorders (NORD)

Mr Terkel Andersen, President of the Board of Officers, EURORDIS Rare
Diseases Europe, Charmn of the Board, Darvsh Hemophiia Sockey

Prof Min-Chieh Tseng, Founder, Taman Foundation for Rare Disorders; Dean
College of Social SCerces. National Twpel University

Afternoon Plenary

Mr Yann Le Cam, Chief Executive, EURORDIS-Rare Diseases Europe; Councl
Maember. Rare Diseases Insernasanal (RDY)

PANEL Europe » Ms Avril Daly, Vice-President of the Board of Officers, EURORDIS: PANEL
DEBATE 1 Rare Diseases Europe, Chief Executive. Retina Internaticral
+ North America » Mr Paul Melmeyer, Assoxiate Drector of Public Policy DEBATE 2
11:00-13:30 Naticl Organization for Rave Disoediers (NORD)
+ Latin America » Ms Mi Denis, Founder, Venezuelan Society for 14:30-17:30
Puimonary Hypertenson, Govermag Basrd Member, Intermat onal Aliance of
Patients’ Organisations (IAPO)
THe GLosaL + Russia » Ms Irina V. Myasnikova, President, Interregional Public Orgarsation Te Way
« Help for Patients with Cysic Fibrosis »; Co-Chair, A¥-Russia Patients Union
STATE OF PLAY OF « Middle East and Central Asia » Mr Sirous Eftekharl, iternationa) Affass, FORWARD:

RARe Diseases

Moderator:
Mr Yann Le Cam,

Rare Diseases Foundation of ran (RADOIR)

Africa » Ms Hawa Dramé, Founder. Fondation Iememational Tiemo ot Maram
(FITIMA), Burkina Faso and Guinea

Japan » Ms Yukike Nishimura, Presidert, ASrid (Japanese Advocacy Service for

AcTING GLOBALLY
From WITHIN THE

Chief Executive. Rare and Intractable Diseases) UN SDGs
[[)URORD;S Rare China .Dm :xl-: :;:; Director of Intenational Affars, Chinese Organization Marator
seases Europe for Rare Disorders (CORD)
Councll Member, Malaysia » Ir Lee Yee Seng. Presidart, Maaysia Lysosomal Diseases Association Ms Durhane
et Disates + Australia » Ms Megan Fookes, Founder, Rare Voices Austrasa, Counol Wong-Rieger.
Member. Rare Diseases intemational Presadent and CEO,

International (RDI)

Canadian Organvzation
for Rare Disorders
{CORDY; Council

Member, Rare
Diseases International
(RDI); Former Chaie

of the Governing

Board, International

Alliance of Patients’

Organisations (IAPO)

© Tackliog Rar ves lintornationsily Thivigh Setior-Up Disg

+ Mr Lieven Bauwens, Secretary-General, Intermational Federation for Spina Biéda
and Hydrocephalus (IF)

+ Mr Alain Weill, President of the Board, World Federation of Hemophiia (WFH)

+ in conversation with Ms Vidhya Ganesh, Deputy Diector, Programme Division
United Nations Chidren's Fund (UNICEF)

Buffet to be served by the stairs behind the left side of the Vienna Café

CLOSING
SESSION
17:30-18.00

Ms Durhane Wong-Rieger, President and CEO. Canadian Organization for Rare
Disorders (CORD). Council Member, Rare Diseases interrationsl (RDI) ): Former
Gaverning Board Chair, Intermational Alance of Patierts’ Organsatons (APO)

Development Goals (SO "

+ Ms Lauren Barredo, Manager, Thematic Croup on Health, UN Sstanable
Develapment Soktions Network (SDSN)

+ Dr Nata Menabde, Executive Drector, WHO Office at the United Nations,
New York

+ in conversation with Mr Jean-Louis Rous. Public Affairs Director, Eropean and
Intemaional Advocacy, EURORDIS-Rare Diseases Eurcpe

inging the SO ight ples of re the

+ Disability and Gender » Ms Maria Montefusco, Secretary of the Courcil
of Nordc Cooperation an Disabilty, Noetic Center of Welfare and Social
Issues i conversation with Dr Gustavo Gonzalez-Canali, Senior Advisor, UN
Coordination Division, UN WOMEN
Education » Ms Gunilla Jaeger. Psychologist. Agrenska

+ Employment, Inclusion and Poverty » Video testmonial by Me Marek Plura,
Member of the European Parkamere, European Pasliament’s Commtioe on
Employment and Social Affay. Vice-Presidert, Disabiity Intergroup at the
European Parliamant i conversation with Ms Dansela Bas, Director, Division for
Social Policy and Development (DSPD), UN Department of Economic and Social
Affairs (DESA)
A Holistic Perspective » Mr Tenu Avafia, Human Rights, Law and Treatment
Access, HIV, Health and Development Ceoup, United Nations Development
Programme (UNDP)

@ A for ¢

IRDIRC: How Can International Collabaration Accelerate Research
Advancements? Dr Christopher P. Austin, Director, Nagional Center for
Advarcing Translational Sciences (NCATS); Chair, International Rave Disease
Research Consortium (IRDIRC)

IFPMA: How Can the Pharma and Biotech Industry Help Translate
Scientific Opportunities inta Accessible and Affordable Treatments?

Dr Philip Vickers, Global Head of Research and Development, Shire on behalf
of the Intevnational Federation of Pharmaceutical Manufacturers and Associtions
(EPMA)

OrphaNet: How Can International Classification of Rare D
International Encyclopedias and Resource Listings Enhance Research and
Clinical Excellence? Dr Ana Rath, Diroctor, INSERM US14-OrphaNet

ICORD: How Can A Cycle of Multi-Stakeholder Conferences Stimulate
Dialogue and Actions in Different Parts of the World?

Mr John Forman, Past-Presdent, iternational Conference on Rare Diseases and
Orphan Drugs (ICORD)

Me Anders Olauson, Charman. Agrenska

with an offcial statement from H.E. Prime Minister Joseph Muscat and the
Government of the Republic of Malta on the eve of the Maltese Presidency of the
Council of the European Union in 2017

A\
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A MILESTONE IN THE JOURNEY TO PUT
RARE DISEASES IN THE GLOBAL AGENDA

d‘w- [
« Rare Diseases and the UN Sustainable Development Goals »
New York City, Friday 11 November 2016

Founding Act

We, the undersigned participants to the inaugural « Global Gathering for Rare Diseases », proclaim and endorse the following statements '. .

Each of the 6,000 repertoried rare diseases affects a very small population locally. All together, however, they represent an international public health issue.

The 350 million persons living with a rare disease worldwide are facing common challenges across diseases and across borders that affect all parts of their lives at once
No one country, no one continent alone can solve the problems posed by rare diseases

Experience shows that actions are possible and effective. Common national policies and international collaboration can address these challenges.

Scientific, medical, technological, social opportunities will be ext 20 years Patients, NGOs and other stakeholders are committed and aligned for partnership.

Rare diseases fit within the objectives from several UN SDGs E . E E ﬁ .

The NGO Committee for Rare Diseases will catalyse all efforts towards the delivery of the SDGs in support of rare diseases, and towards
the recognition and integration of rare diseases in all relevant future global policy and initiatives of the United Nations and its agencies.

aind can significantly contribute to their achievement

X x Y ¥ §
N7 e ’
o ® S »
: B ~ R _ 2
NGO COMMITTEE FOR y i*"r.\'" ; il ol , 0
E DISEASES b i ;
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STRATEGY

d From civil society:
= NGOs in dialogue with UN: CoNGO |
= Agrenska, EURORDIS & a wider global voice: RDI L Ter

= Legitimacy & people-centred

d Position ourselves in the New York « bubble »:
» General angle: Social Development = health + social aspects
= Speficic angle:
» Leveraging SDGs - great number of synergies with RDs

« ECOSOC & DESA (DSPD division: youth, older persons,
disabilities, families, indigenous people)

» General Assembly D Sf‘;iisgs
. INTERNATIONAL



SDGs & RARE DISEASES:
SYNERGIES

SDGs Rare Diseases Challenges
o » Vicious cycle of vulnerability and poverty due to
. . exclusion from health care and education systems, as
M@iw well as job markets
e » Universal health coverage = more and better |
medicines, appropriate diagnosis and lifelong care and .
—'\/\/\V social support :

QUALITY
EDUCATION

I!!' l » 50% of rare diseases affect children who often face
difficulties attending school due to inaccesallltglsmSES
facilities and non-adapted teaching metho . INTERNATIONAL




SDGs & RARE DISEASES:
SYNERGIES

SDGs Rare Diseases Challenges

e > Gender equality = Recognising and valuing unpaid
care and domestic work that many mothers of children  “. -
g (including when they are grown adults) with rare o

diseases take on

DECENT WORK AND
ECONOMIC GROWTH

// > Persons with rare diseases and disabilities are often - . - .
‘I marginilised from job markets due to lack of accessible -
facilities, flexible working hours and adapted roles. o

> Need to invest in research & development of therapies,
health technologies and diagnostic tools

. RARE,
> Accessibility to infrastructure is key to be @ngﬁms
society . INTERNATIONAL



SDGs & RARE DISEASES:
SYNERGIES

SDGs Rare Diseases Challenges

10 v » Marginalised and invisible population suffering from
g discrimination in the health, labour and governance fields

) The rare disease community is increasingly interconnected, . ".".
TEER with a myriad of networks of patient advocates, regulators, |
FORTHE GOALS research & industry

@ » The NGO Committee for Rare Diseases embodies this
goal as multi-stakeholder partnerships are enshrined

in its by-laws
. RARE
. DISEASES
: INTERNATIONAL




SDGs & RARE DISEASES:
SYNERGIES

) “Rare diseases have a health & social impact
- so they need to be considered and they
have a space in the United Nations agenda”

Daniela Bas, DSPD division, DESA

. RARE
. DISEASES
B> | INTERNATIONAL




« LEAVE NO ONE BEHIND »

) "If we are serious about leaving nobody behind
we cannot leave behind those living with a rare
disease just because they are few"

Nata Menabde, Executive Director, World Health
Organization Office at the United Nations

L

. RARE
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FUTURE ACTIONS FOR THE
COMMITTEE

) Progressive Membership-building &
Activities

d Learning curve (policies, process,
people...)

»d ECOSOC: raise awareness on RDs
(attend key events; contribute to policies
on health, social aspects, disability...; start
to exist in the UN system)

d Baby steps towards UN resolution on rare

diseases
. RARE
D . DISEASES
{ INTERNATIONAL
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FIRST RARE DISEASE POLICY EVENTIN -
GENEVA il

Paloma Tejada * B N P
Senior Manager, Rare Diseases Internatlonal S LA
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THE RIGHT TO HEALTH:

. RARE
THE RARE DISEASE ~ DISEASES
PERSPECTIVE . INTERNATIONAL
Friday, February 10, 2017 \
#rdiGeneve | AT f |

In partnership and
with the support of:

BLACKSWAN
FOUNDATIO

.,"‘" -
S Bk

f & EURORDIS




WITH THE PARTICIPATION OF

In pannenhip and with the suppon of

BLACKSWAN 3"
FOUNDATION 5§/ EURORDIS

With the panicipation of-
F

IRDIRC  veo commrres son ProRAris

Eieanan RARE DISEASES Ol’phO."Tet i

Under the Patronage of the Federal SOy P T——

CounciBor Alain Berser, Head of the O ade st :

Federal De parenent of Home Afirs
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. DISEASES
. INTERNATIONAL



FIRST INTERNATIONAL RARE DISEASE
POLICY EVENT IN GENEVA

d Objectives
= Put rare diseases in the global health agenda

= Analyse barriers to research, innovation and access in order to -
come up with solutions

) Means:

= Give visibility to RDs amongst international institutions (WHO,
UNDP, OECD)

= Bring together experts from various stakeholder groups to share
their ideas and trigger future collaborations (patients, researchers,
industry, academia, policy-makers, health economists )

> New angle: RD from Human Rights perspecive

d 20 speakers & panellists

d 170 registered participants — 140 attendants . RARE
D . DISEASES
d Livestream throughout the day (up to 369 views) . INTERNATIONAL



MAIN SPEAKERS FROM
OUTSIDE RD WORLD

Daininus Puras, United Nations Special Rapporteur

on the Right to Health

« We need to do our best to secure that children affected by rare
diseases have the the right - like all children- to health, good quality
of live, holistic development, good quality of treatment, care and

support »

“What we need today is raising of awareness and mobilisation of will
of main stakeholders globally so that existing gaps in research and
early identificationand treatment of rare diseaseses is effectively

! RARE
closed and discrimination of of PLWRD is put to an end.” @ . DISEASES
. INTERNATIONAL



RUTH DREIFUSS — CO-CHAIR

UNITED NATION SG HIGH LEVEL PANEL ON
ACCESS TO MEDICINES & FORMER PRESIDENT
OF SWISS CONFEDERATION

«l am moved and impressed by the coalition of all different kind of
patients who suffer from very different diseases but have the
common need to break the silence and isolation and become
worldwide lobby..

Some countries are pioneers, others are coming now to this large SO
movement... el

The idea that there is a worldwide organisation is very important

A worldwide organisation that can bring the discussion on the level
where it needs to be brought : On the political level in each country

and at international level in the UN system”
. RARE
. DISEASES
. INTERNATIONAL



PETER BEYER, SENIOR ADVISOR, PUBLIC HEALTH,
INNOVATION AND INTELLECTUAL PROPERTY
THE WORLD HEALTH ORGANIZATION (WHO)

“Governments are ultimately responsible for ensuring access

We need to start promoting cheaper generic development of these
drugs

WHO works on quality assurance of drugs produced in developing
countries for Hep C and HIV AIDS

IH

We can work together to make it happen for rare disease as wel

. RARE
. . DISEASES
¥r . INTERNATIONAL




MAIN POLICY MESSAGES —RESEARCH & ACCESS

Nb of ODs is increasing which is good news
More active substances approved by regulators
Good business opportunity for developers

But budget impact becoming higher as is opportunity cost in other
areas of health spending

Gaps in the incentive system in the whole chain of R&D of from basic .
research to treatments B

Partnership is key because there are many actors in this chain and
they depend on each other

State and industry have to work together

. RARE
. DISEASES
. INTERNATIONAL



TOWARDS A NEW PARADIGM FOR RARE
DISEASES

Need a paradigm shift to go from basic research to affordable
treatments

Basic research has to remain mainly in the hands of the public
sector

RD most visible case of need not to rely only on IP mechanisms but
to build partnerships b/w public sector and scientific community in
universities

Response has to be global- no solution will come at national level
excusively

. RARE
. DISEASES
. INTERNATIONAL



—

Statement of Support of Dr. Tedros Adhanom Ghebreyesus

new Director-General of the World Health Organisation
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Towards a UN GA Resolution

What, why, how?

Clara Hervas & Yann Le Cam



WHAT IS A UN GENERAL
ASSEMBLY RESOLUTION?

The term « UN resolution » can mean many
things: GA, Security council, WHA, ECOSOC

GA Resolution = member states views

Binding on the UN Funds & Programmes
(UNDP, UNICEF)

Not binding on Specialised Agencies (WHO) -
but influence as de facto coordinator of UN
system
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A resi74r333  @—— Document symbol

United Nations
w2z Genad

D
15 Decanbe 20019

General Assembly

: Stmny-ﬁmnb session
Agenda item — e Agendaitem 111

under which
the resolution
has been
tabled
Resolution adopted by the General Assembly
[on the report of the Second Committee (AF741A1)] O
Number and title “
o 74/333 The promotion of chocolate for the
physical and mental well-being of people
The Genemal Assembly,
~®  Reaff rmingits previous resolutions relating to the issue of chocolate, including
resolutions 46/77 of 12 December 1991 and 63/309 of 14 September 200%
Preambular Recognizing the ol of the General Assembly in addressing the issue of chocolate:
cognizing
paragraphs in accordance with the Charter of the United Nations;
(FE8) Recognizing also the need to further enhance the role, authority: effectiveness
| o and efficiency of the General Assembly,
o 1. Takesnoteof! the report of the Secretary-General ot “Chocolate for All':
2. Fxpresses its support for the ongoingp:omotion of chocolate for the
physical and mental well-being of peoples
3. Calls upon the Secmmy-Gencral (o mainstream the use of chocolate as
Operative 4 tool 1o increase goss pational happiness ¢hroughout the United Nations system
paragraphs and its operationdl activides;
(OPs). 4. Bncourage Member States 10 promote the consumption of chocolate;

5. Decide © declare 2020 the International Year of Chocolate.

6. Regueststhe Secmary—GcnerJl to submit a report on (he implementatiod

of the present resolutio: including recommendations for future actionat the eighty-
General Assembly.

fourth session of the
62nd plenary meeting
21 October 2019

o—— [ate of the

submission
for issuance
of the final
version of the
resolution

Reference, if the
item has been
allocatedto a
Main Committee

&— Number and date

of the formal
plenary meeting
when the
resolution was
adopted
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HEALTH GA RESOLUTIONS:
A MAPPING

) 3 identified types:

a) Simple and targeted towards recognition of
awareness-raising day

b) Content-rich and requesting more
substantial action

c) The Foreign Policy and Health Initiative
Group resolution
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a) SIMPLE/AWARENESS-RAISING
RESOLUTIONS

Examples:
= 61/225. World Diabetes Day (2006)
= 62/139. World Autism Awareness Day (2007/)

= Recognition of sickle-cell anaemia as a
public health problem (2008)
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http://www.un.org/en/ga/search/view_doc.asp?symbol=A/RES/61/225
http://www.un.org/en/ga/search/view_doc.asp?symbol=A/RES/62/139
http://www.un.org/en/ga/search/view_doc.asp?symbol=A/RES/63/237

b) CONTENT-RICH & REQUIRING
SUBSTANTIAL ACTION

) Examples:

= 58/173. The right of everyone to the enjoyment of the
highest attainable standard of physical and mental health
(2003)

= 64/265. Prevention and control of non-communicable
diseases (2010)

= 65/186. Realizing the Millennium Development Goals for
persons with disabilities towards 2015 and beyond
(2010)

= 65/277. Political Declaration on HIV and AIDS:
Intensifying Our Efforts to Eliminate HIV and AIDS (2011)
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http://www.un.org/en/ga/search/view_doc.asp?symbol=A/RES/58/173
http://www.un.org/en/ga/search/view_doc.asp?symbol=A/RES/64/265
http://www.un.org/en/ga/search/view_doc.asp?symbol=A/RES/65/186
http://www.un.org/en/ga/search/view_doc.asp?symbol=A/RES/65/277

c) FOREIGN POLICY AND HEALTH INITIATIVE
RESOLUTION (HEALTH DIPLOMACY)

> Initiative started in 2006 by Norway and France - Oslo
Ministerial Declaration

d Group of 7 countries with different levels of - '
development: Brazil, France, Indonesia, Norway, ‘
Senegal, South Africa and Thailand.

» Each country coordinates the group for a year on a
rotating basis (Thailand in 2017)

» Annual resolution presented to the GA in autumn

d First negotiated by the 7 Permanent Missions to UN in
Geneva - following WHO activities
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c) FOREIGN POLICY AND HEALTH
INITIATIVE RESOLUTION

) Examples:

= A/RES/63/33 Global health and foreign policy (2008)
A/RES/67/81 Universal Health Coverage (2012)
A/RES/68/98 Partnerships for global health (2013)

A/RES/70/183 Strengthening the management of
international health crises (2015)

A/RES/71/159 Health employment and economic
growth (2016)
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http://www.un.org/en/ga/search/view_doc.asp?symbol=A/RES/63/33
http://www.un.org/en/ga/search/view_doc.asp?symbol=A/RES/67/81
https://documents-dds-ny.un.org/doc/UNDOC/GEN/N13/445/33/PDF/N1344533.pdf?OpenElement
https://documents-dds-ny.un.org/doc/UNDOC/GEN/N15/438/49/PDF/N1543849.pdf?OpenElement
http://www.un.org/ga/search/view_doc.asp?symbol=A/RES/71/159

TABLING A RESOLUTION AT
THE GA: PROCESS

> UN GA Resolutions require support of at least
one UN Member State as sponsor

» Process:

Sponsor drafts resolution and sends to Sec-Gen

Tabled as agenda item to be dealt by Third
Committee (Social, Humanitarian & Culture)

The Committee recommends resolution to the GA
Plenary

The GA Plenary adopts via consensus or vote
(depending on how Committee agreed).
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Strategy wrap-up
& -
How RDI and its members can contribute - il



NGO COMMITTEE FOR RARE DISEASES

) Progressive build-up of membership and
activities

> RDI - member of NGO Committee for RDs

d» RDI can co-produce activities with NGO
Committee e.g. State of the Art; Reports...

» Some members of RDI can also be direct
members of the NGO Committee for RDs
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ACTION WITHIN ECOSOC

> Obijective:
= Raise awareness
= Gain recognition

= Contribute to relevant policies

> Where?

= High-Level Political Forum -
= Conference of States on Convention on the Rights of } New York -

People with Disabilities

= Right to health & access debates at the WHO } Geneva

> How? Use position papers/contributions from RDI and
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BABY STEPS TOWARDS GA
RESOLUTION

) Integrate mention to rare diseases into the
Foreign Policy and Health Initiative resolution

» Draft our ideal UN Resolution on Rare Diseases
involving the members of RDI

» Advocate to country’s
= Ministry of Foreign Affairs
= Ministry of Health

= Permanent Representations in New Yorl and
Geneva
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THANK YOU Ak



