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THE UNITED NATIONS SYSTEM

The United Nations System
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+ 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
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STRATEGY TO GAIN RECOGNITION
IN THE UN SYSTEM

Raise RD awareness as a collective health & social issue. Getr.‘ -.
visibility. Foster understanding. |

Contribute to relevant UN policy - leverage effect on Member"?-"_;i_'-_
States + create background for future resolution B

@
V
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Include RD in SDG 2030 Agenda “leave no one behind”

Be present in the Human Rights sphere

Be present in the Disability sphere

Universal Health Coverage: “Health for all” (access, equny
health system strengthening)

Be present in the Access to medicines/ Fair pricing/ IP debate'_'.'_i-;-'

Incursion in the NCD agenda - chronic diseases sth (o013
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THE 2030 SUSTAINABLE
DEVELOPMENT AGENDA & RDS

Provide international policy framework for rare disease policy
Universal & inclusive: « Leave no one behind »

Opportunity to address rare diseases from a holistic
perspective

New definition of health: more than the mere absence of
disease: Health & well-being

SDG address the social, economic, and environmental
determinants of health

SDGs recognise that health challenges can no longer be
addressed by the health sector acting alone.

Gs.and

. DISEASES
. INTERNATIONAL

There is a clear alignment between a number of SD
Rare Diseases beyond HEALTH




THE 2030 SUSTAINABLE
DEVELOPMENT AGENDA & RDS

3 GOOD HEALTH UAL 5 GENDER

AND WELL-BEING EDUCATION EQUALITY
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INTER LINKAGES BETWEEN HEALTH
AND OTHER AREAS OF LIFE

HEALTH IN
THE SDG ERA

MOBILIZING PARTNERS
0 MONITOR AND

~
~
~

ATTAIN THE

EMPOWERING STR SDG:
LOCAL INSTITUTIONS

TO DEVELOP, IMPLEMENT,

ONITOR AND ACCOUNT FOR

AMBITIOUS NATIONAL

HEALTH-RELATED

PRIORITIZING
THE HEALTH
NEEDS OF THE POOR

SDG RESPONSES

PROMOTING HEALTH
AND PREVENTING
DISEASE THROUGH
HEALTHY NATURAL
ENVIRONMENTS
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SUPPORTING THE
RESTORATION OF FISH
STOCKS TO IMPROVE

SAFE AND DIVERSIFIED

HEALTHY DIETS

aME PROTECTING HEALTH
1 ACTION FROM CLIMATE RISKS,
AND PROMOTING HEALTH
THROUGH LOW-CARBON
DEVELOPMENT

PROMOTING
RESPONSIBLE
CONSUMPTION OF
MEDICINES
TO COMBAT ANTIBIOTIC
RESISTANCE

FOSTERING HEALTHIER
CITIES THROUGH
URBAN PLANNING
FOR CLEANER AIR
AND SAFER AND MORE
ACTIVE LIVING

World Health
Organlzatlon WWW.WHO.INT/SDGS

REDUCED
INEQUALITIES

GOOD HEALTH
AND WELL-BEING

e

ENSURE HEALTHY LIVES
AND PROMOTE WELL-BEING
FOR ALL AT ALL AGES

EMPL
ENSURING EQUITABLE
ACCESS TO HEALTH
SERVICES THROUGH
UNIVERSAL HEALTH
COVERAGE BASED

PROMOTING NATIONAL

ON STRONGER
PRIMARY CARE

MEDICAL PRODUCTS

INDUSTRY, INNOVATION
AND INFRASTRUCTURE

ADDRESSING
THE CAUSES
AND CONSEQUENCES
OF ALL FORMS OF
MALNUTRITION

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

FIGHTING GENDER
INEQUITIES, INCLUDING
VIOLENCE AGAINST
WOMEN

PREVENTING DISEASE
THROUGH SAFE
WATER AND SANITATION
FORALL

PROMOTING SUSTAINABLE
ENERGY FOR HEALTHY
HOMES AND LIVES

PROMOTING HEALTH

NT AS A DRIVER
OF INCLUSIVE ECOI

GROWTH

nic

DECENT WORK AND
ECONOMIC GROWTH

]

QuAuTY
EDUCATION

DEVELOPMENT

GENDER
EQUALITY
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SDGs & RARE DISEASES:
SYNERGIES

SDGs Rare Diseases Challenges

NO )

POVERTY

Al

GOOD HEALTH )
AND WELL-BEING

Y

QUALITY
EDUCATION )

|

Vicious cycle of vulnerability and poverty due to
exclusion from health care and education systems, as
well as job markets

Universal health coverage = more and better
medicines, appropriate diagnosis and lifelong care and
social support

50% of rare diseases affect children who often face
difficulties attending school due to inaccessibility of
facilities and non-adapted teaching methos
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SDGs & RARE DISEASES:
SYNERGIES

SDGs

GENDER
EQUALITY

@

DECENT WORK AND
ECONOMIC GROWTH

i

Rare Diseases Challenges

d» Gender equality = Recognising and valuing unpaid

care and domestic work that many mothers of children
(including when they are grown adults) with rare

diseases take on

» Persons with rare diseases and disabilities are often

marginilised from job markets due to lack of acceSS|bIe

facilities, flexible working hours and adapted roles.

d Need to invest in research & development of therapies, . . :

health technologies and diagnostic tools

» Accessibility to infrastructure is key to be included in

society
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SDGs & RARE DISEASES:
SYNERGIES

SDGs Rare Diseases Challenges

10 e » Marginalised and invisible population suffering from
discrimination in the health, labour and governance

‘ —3 fields

1 PARTNERSHIPS

FORTHE GOALS » The rare disease community is increasingly
interconnected, with a myriad of networks of patient
advocates, regulators, research & industry
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SDGs & RARE DISEASES: OPPORTUNITIES

) “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
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UNIVERSAL HEALTH COVERAGE:
WHAT ABOUT RARE DISEASES?

One of the key commitments under Goal 3, ‘ensuring healthy
lives for all’, is to achieve universal health coverage and -
provide ‘access to safe, effective, quality, and affordable -
essential medicines and vaccines for all’. R

The research on and development of health technologies is
an important element of universal health coverage.

No country can claim to have achieved universal hea/thcare
if it has not adequately and equitably met the needs of those - ,j, 5

with rare diseases’
Helen Clark, Administrator of the UN
Development Programme until April

2017
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HOW TO INFLUENCE THE UN?

v Through contribution to existing platforms:

v' Respond to Consultations. Submit contributions to relevant
reports and studies R

v Generate Positions Papers, White Papers, Reflection
Papers; ad hoc Statement

v Through physical presence:

v Organise Side Events and Satellite Meetings. Make oral
statement at other’s events

v Advocate Member States to give us political support/
sponsor : Permanent Mission in Geneva and New York
+Ministries of Health/ Foreign Affairs

v" Develop relations with technical staff in relevant institutions
. RARE
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v' Seek consultative status/ official relations wit
and agencies (ECOSOC, WHO)



ADVOCACY ACTIONS 2017- 2018

Where?

= General Assembly (Third Committee on Social,
Cultural & Humanitarian)

} New Yo:k |
= Conference of States on Convention on the Rights - oo
of People with Disabilities '

= Human Rights Council

= WHO World Health Assembly

SPECIALISED
AGENCIES

FAO

Geneva UNESCO
WHO
W10

. Geneva

New York : ‘ .'

Secretary
General
Economic DESA
and Social
Council . Secu rit\{
Counci
(ECOSOC) N

GENERAL
ASSEMBLY

193 me:.ipers

& Lommittees .
International

Criminal
UN PROGRAMMES Court
& FUNDS :
Az International RARE
UNHCR Court of DISEASES

UNICEF Justice
UNEP
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THE RIGHT TO HEALTH: INTRODUCING
THE RARE DISEASES PERSPECTIVE

Report commissioned to the Office of the High
Commissioner for Human Rights (OHCHR)

through Resolution 35/23 of the Human Rights
Council (June 2017) asking to collect and present
“contributions of the right to health framework to the
effective implementation and achievement of the
health-related SDGs, identifying best practices,
challenges and obstacles thereto”

Report drafted by office of Deputy High

Commissioner
Ms. Kate Gilmore, Australia, 2015)

To be presented at the June HRC 2018 (38th

. . RARE
session) @ . DISEASES
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https://documents-dds-ny.un.org/doc/UNDOC/GEN/G17/190/18/PDF/G1719018.pdf?OpenElement

THE RIGHT TO HEALTH: INTRODUCING
THE RARE DISEASES PERSPECTIVE

» Title of contribution: 7he Right to Health in Rare
Diseases: A Practical Contribution to

» Submission by NGO Committee for RDs -
Deadline: Friday 9t, 2018

» Ad hoc Group: led by Jean-Louis Roux and
Agrenska

Post-Submission action:

» Statement or side event at Human Rights 38th
session in Geneva - 18 June to 6 July 2018
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BRINGING CLOSER DISABILITY
AND RARE DISEASES?

Call for contributions to the Report of the UN
Rapporteur on the Rights of People with
Disabilities (Ms. Catalina Devandas) on 'the
right of persons with disabilities to the highest
attainable standard of health'.

Every year the Special Rapporteurs must report
to the Human Rights Council (HRC) and to the
General Assembly (GA).

Report will be presented at General Assembly
/3rd session - Third Committee - October 2018)
Deadline for contributions: March 30, 2018 .

Submitted by NGO CfRD with mention of all
members including RDI
Ad Hoc Group: Led by Annette Dumas and

. RARE
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BRINGING CLOSER DISABILITY AND
RARE DISEASES?

Angle: Most people living with a rare disease o
are living with disability + often multiple- DRI, s, "

disabilities + health challenges for PLWRD

The govemance of the NGO Commetee for Rare Diseases & led by the cument members of the

Post-Submission action: S

= Special Rapporteur expert group meetingto ===
inform the report (15 & 16 May, Geneva) SRR S

= Statement at Conference of States partiesto ===
ConventionontheRigl ... 1

disabilities in New Yorl ========- 2018
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FITTING RARE DISEASES IN THE
WHO STRATEGY 2019-2023

v" RDI Response to Public Consultation on 73th General
Programme of Work (2019-2023)- October 2017

v" RDI Contribution to Draft GPW 13 - November 2017 = | -

No directreference to Rare Diseases

Strategic priorities of WHO: World Health

> Prevent, detect, and respond to epidemics Organization -

> Emergencies: provide health services and strengthen health systems
Help countries to achieve universal health coverage

Lead on health related SDGs «— “eave no one behind’

Provide the world’s platform for collective decision-
making in health — » ' RARE
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FITTING RARE DISEASES IN THE
WHO STRATEGY 2019-2023

Within Strategic priority 1: health coverage - one billion
more people with health coverage

» Universal Health Coverage

= Access to affordable, quality-assured health services -

= Quality assurance of products through effective
regulation, HTA and Fair Pricing

= Pro equity position: include vulnerable incl. Disability
and Rare

. RARE
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FITTING RARE DISEASES IN THE

WHO STRATEGY 2019-2023

Within Strategic Priority 3: Health priorities - one billion

lives improved

> NCD Agenda

* |mproving lives despite prevalence

» Include genetic and inherited in NCDs, not only

reducing environmental risk factors

» Children’s health

= Reduce Under 5 mortality rates by including rare

congenital diseases

= Newborn Screening

RARE
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FITTING RARE DISEASES IN THE WHO
STRATEGY 2019-2023

Within Strategic Priority 3: Health priorities - one billion
lives improved

9 Data Collection

= Collect, pool, share FAIR data
» Coding & Classification (ICD-11)

= Patient registration (link to health care services)
> Fostering Access & Innovation

= |ncentives

= WHO Leadership role / Catalyst for development of low -

cost medicines
. RARE
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DRAFT FRAMEWORK OF
COLLABORATION WITH WHO

Proposal includes:
= Awareness: Rare Disease Day Official WHO Day
Visiblity: Coding & Classification (ICD-11)

= Consensus on Definition

» Networking of Clinical expertise

= EXxpand healthcare pathways and guidelines

= Access to medicines

= Access to medical devices and assistive technology
= National Plans and Strategies for RD

> Next step: submit proposal formally (after RDI
Membership Meeting) + Discussion meeting at V\“) RARE
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@DrTedros

@a Tedros Adhanom Ghebreyesus @

We are working for a world where no one is
left behind. On #RareDiseaseDay, we
welcome further discussions with the rare
diseases community on how we can
strengthen cooperation to ensure people with
rare diseases can access the health services

they need

Statement for Rare Disease Day

The vision of the Sustainable Development Goals is a world in
which no one is left behind, including people who suffer from rare
diseases. Just because a disease affects a small number of pe...

who.int
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