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WHAT IS RARE DISEASE DAY?

B Created by EURORDIS and its Council
of National Alliances in 2008 * RAREDISEASEDAY®  ABOUTTHEDAY  EVENTSWORLDWIDE  GETINVOLVED  NEWS  SHOP
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DAYS T0 GO!

k RARE DISEASE DAY 2021
/

28 FEBRUARY . 29

B An international awareness campaign
for people living with a rare disease

B Takes place on the last day of February
each year. This year, Sunday, 28
February 2021

B Brings together the worldwide
community of patients, families,
patient organisations, healthcare
professionals, industry, institutions &
policy-makers to raise awareness
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B Global call to action: Share your
colours

B Strength in the grassroots: lots of

scope for adaption % 300 MILLION 103 THOUSANDS 1,200
PEOPLE WITH RARE DISEASES COUNTRIES WITH EVENTS OF EVENTS WORLDWIDE STORIES TO DISCOVER
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HOWSIO PARNGIPATESAN.OVERVIEW

GETTING CONNECTED ACCESSING RESOURCES | PREPARING FOR THE DAY
Become a friend . Register for /access * Organise an event
Follow us on Social previous ‘how-to’ * Monitor new campaign
Media webinars communications

| .  Workto lightup a
Share your coulours! * Download campaign monument or building in
(share your story, share visuals your country or
a photo) community

* Use the equity toolkit

Rarediseaseday.org 5
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FOLLOW US ON SOCIAL MEDIA

FB, Instagram & Twitter RDD
accounts are available to join and
share our content and messages.

You can also use #RareDiseaseDay
to raise RDD visibility

BECOME A RARE DISEASE DAY SHARE YOUR COULOURS
FRIEND Show your interest and actions by

Visit the RDD website fill your details Uplioxreling [pleifes @i el yoWr fisnes

family and colleagues participating in

to create your profile and keep it 2DD

updated to help RDD community
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FRIENDS — PHOTOS -

ABOUT THE DAY EVENTS WORLDWIDE GET INVOLVED NEWS SHOP

RARE DISEASE DAY®
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BECOME A FRIEND OF RARE DISEASE DAY (

RARE DISEASE DAY 2021

28 FEBRUARY
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RARE DISEASS Dav*

BECOME A FRIEND OF RARE FILL IN THE FORM AND BECOME A FRIEND !

DISEASE DAY TITLE OF YOUR ORGANISATION:* UPLOAD THE LOGO OF YOUR ORGA

RARE DISEASE DAY IS HELD THE LAST * Rare Disease Day

DAY OF FEBRUARY EACH YEAR AND IS ROLE OF YOUR ORFARMICATIONS S s Gfitorganisation 7 Edit Learn More
THE OCCASION TO RAISE AWARENESS EURORDIS Membe: Instagnam NV 0 @

FOR RARE DISEASES.

YOUR COUNTRY* 2

i Tal Message v »
BECOME A FRIEND OF RARE DISEASE U ‘, _ rarediseasedayofficial W ¢ Rare Disease Day
DAY TO SHOW YOUR ORGANISATION'S : 156 posts 17k followers 334 following
: ©

SUPPORT FOR OUR 2021 CAMPAIGN! _ Home RARE DISEASE DAY 2021
CONTACT NAME* Rare Disease Day 2021
S— Nonprofit Organization 28 FEBRUARY
THIS INFORMATION WILL BE VISIBLE ON Rare Disease Day 2021 is on 28 February. Join the intel # Explore

campaign for people living with a rare disease!

YOUR EVENT/FRIEND PAGE : - " )
YOUR EMAIL* linktr.ee/rarediseasedayofficial é‘ Notifications
Followed by nancoubi, uniamomalattierare, marialaura_neuro +2 more¢
SEE ALL RARE DISEASE DAY FRIENDS 8 M
essages
ORGANISATION'S V =\ \
Y [] Bookmarks X
d N : Rare Disease Day
oA = @rarediseaseday
E) Lists ) : . ) o
RDD2020 RDD Amba... 28 February 2021 is Rare Disease Day. Raising awareness for patients, families and
carers around the world that are affected by rare diseases. #RareDiseaseDay
: Profile © Worldwide ¢§ rarediseaseday.org Joined February 2009
& POSTS SiGTY & TAGGED @ - 3,537 Following  37.1K Followers
ore
-"‘m Tweets Tweets & replies Media Likes
MILLIUN 11 You Retweeted
S SWAN UK (syndromes without a name) @SWAN_UK - Apr 20
PEOPLE I_IVE WITH A Happy Undiagnosed Children's Day! Join us all day today for Twitter
Takeovers with SWAN UK members starting at 10:00. Please share to spread
RARE PIGEAGE the word! ow.ly/Zm2B50EASRP
IN THE WORLD
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G ToroviseseDey UNDIAGNOSED Rarediseaseday.org 8
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B You can use the translated
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JATERIALS

| "'-"brant digital assets for
Rare Dis

“% _ ﬂn English, Arabic,

nanish, Portuguese, French |an)

ne official video campaign is translated |ﬁfmore than 40 languages.

ne campaign includes a wide range of different ready to use assets
repared and customisable graphics (logos, toolkits, etc.).
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* RARE DISEASE DAY®  ABOUT THE DAY EVENTS WORLDWIDE GET INVOLVED NEWS SHop
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LEGAL BIT: REMEMBER, the materials may not be used for commercial purposes (full information about the use of the Rare Disease Day logo an e registered trademar!

.. FOR THE SOCIAL MEDIA MASTERS

MY WAY OF LOOKING AT
o LIFE IS VERY DIFFERENT,
AS | PAY ATTENTION TO
QUALITY AND NOT
QUANTITY, »

* 28 FEBRUARY 2021

H#RAREDISEASEDAY VIEW STORY AT RAREDISEASEDAV.[}EE

PICTURE FRAMES + BADGES

All you could possibly want to add a
little Rare Disease Day flare to your
social media pictures.

SOCIAL IDENTITY PACK

SHARING IMAGES +
GRAPHICS

Rare Disease Day Twitter, Facebook
and Instragram imagery to fill your
banners, cover images and profile
pictures.

Everything you need to fill your feed
with great images and tell your
stories. Pledge cards, quote cards
and illustrations.

... FOR THE DESIGN GURUS
e [ox] o=

DIAGNOSIS CAN
BE THE LONGEST
DETECTIVE

& 0] RARE DISEASE DAY

28 FEBRUARY 2021 RAREDISEASEDAY.ORG

MISSION

SV
e ORGANISATION

FULL NAME
SHOW YOUR

EDITABLE POSTERS +
CARDS

PORTRAITS +
PAINTSTROKES

Print and digital posters, quote Logos, illustrations, powerpoint
cards, support pledge cards and template, zoom back-grounds,
more... digital event posters, icons and
infographics.

ONLINE EVENTS PACK

Logos lllustrations, quote cards,
event graphics, social media
graphics and more...
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28 GEBPANA 2021

H#RAREDISEASEDAY RAREDISEASEDAY.ORG

#RedefineRare
WWW.CYC.0rg.zw

SHOW YOUR
RARE
SHOW YOUR
CARE

\*‘*’}*; Child & Youth
Care

RARE DISEASE DAY®

* RARE DISEASE DAY
——l FEBRUARY 2021

S HF

SUPPORT RARE
DISEASE DAY AS i e

WE SUPPORT Australian Sickle Cell Advocacy brings you .. /

e it = bR 2 0L B
NIEMANN-PICK BEAUTIFUL -

LET'S BREAK THE STIGMA!
TYPE c DISEASE Rare Disease Day 2021 Webinar Event

2021¢2ﬁ285

22222222222222

#RAREDISEASEDAY RAREDISEASEDAY.ORG

https //zoom.us/meeting/register/tiqcemspzBaCtEVXUIEGPYS

AW T @

A HEAT § |
28 weast 2021

RAREDISESE DAY HRAREDISEASEDAY RAREDISEASEDAY.ORG

SOCIAL MEDIA
MASTERS

Rare Disease Day community works collectively.

Choose an existed asset or create your own
version serving different needs.

Some materials available in 7 different languages

You can also use the social material which
includes pictures, badges, images and graphics.

Rarediseaseday.org
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CLEIFION
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| CLEIFION

| — | @RARE -
e ’ Y DISEASE " #RAREDISEASEDAY

RARE IS RARE IS RARE IS

This includes materials designed
for Facebook, Instagram, or
Twitter ranging from frames and
badges.
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TELL STORY

-Raise awareness about rare diseases
and the impact on people’s lives by
sharing your story.

- Submit a written or video testimony
on the Rare Disease Day website and
be connected with the existed ones.

Rarediseaseday.org | 13




Live webinar * 21st October (14-16h CEST)

How to prepare

your

Live webinar * 19 November (09-11h CET)

How to for RDD 2021

www . rarediseaseday.org - e IS
Ac c ESS UU R Rare Disease Day l I ; | Live webinar * 9 December (16-18h CET)
WE B I N A R S www.rarediseaSéaals_/.org i ' | H OW t o)

approach

media for
Awareness raising advice from experts and experienced "
patient advocates from partner national alliances. Rare Dlsease Day

www.rarediseaseday.org

Multilingual - translated in 8 languages (including
French, Spanish, Russian and Portuguese)

Keep an eye out for upcoming webinars.

W

@, PREPARING YOUR

y SOCAL MDA
. COMMUNICATION

TWO WEEKS AHEAD OF

" RARE DISEASE DAY

LIVE

WEBINAR

RARE DISEASE DAY®



H#RAREDISEASEDAY

THE CHALLENGE
ga.,d ( l Y ik ssummettomaw HOW CAN WE ACHIEVE EQUITY FOR

PEOPLE LIVING WITH A RARE DISEASE?

face common chal

FORPEOPLELIVING 5o
WITH A RARE DISEASE e thr socil enu

society at large.

WHAT DOES EQUITY MEAN FOR PEOPLE LIVING  1hcre are over 6000 rare
WITH A RARE DISEASE? chronic, progressive, dege

and frequently life threa:
Equity in practice means meeting people’s ranty of each individual di
specific needs and eliminating barriers  populations, expertise
preventing their full participation in society. is scarce. In health anc
For people living with a rare disease equity designed for common dis
means social opportunity, non-discrimination  With a rare disease face in¢
ineducation and work, and equitable accessto  diagnosis, care and treatn
health, social care, diagnosis and treatment.

People living with a rare

On Rare Disease Day we call for action for  discrimination at work,
people living with a rare disease to have equal  For instance in a EURORL
opportunities to realise their full participation  survey on Juggling cace
in family, work and 007" | {ppmets M- 25 o

The long-term goal of |

f"' “':,‘,,",,‘,“"',,,,’;:‘:;f A UNITED NATIONS GENERAL ASSEMBLY RESOLUTION ON
il " PERSONG LIVING W1TH A RARE DISEASE

To emsure equty for people living with a rare disease, it is
oo SRR (EAVS
m s r ﬂ T(OT‘ ::""‘“‘”"“'Yn :'“* g centred, ::::y S

an focus on 1) ¢
To ensure these wholeof socety measures, the rare disease ation and duagne
Y, repe d by the NGO C for Rare Diseases, population, and

Rare Dumeases International and EURORDIS, are caling on UN o

access the
- p. UMC includ
sts covered

ADVOCATING FOR SOCAL INCLUSION
FOR PEOPLE LIVING WITH A RARE DISEASE

In order to achueve equitable social inclusion for people Iving with a rare disease, they must first have access
to holstic care covering the 360* spectrum of health, social and everyday needs as argued in a EURORDIS

Lo 1 ks 0

The UN 3030 Agenda and #ts Sustanable Development Goals (SDGs) provide an important framework

for addressing the full spectrum of needs of people living with a rare disease. The Goals target important

ssues including education, gender, work and nequality. Addressing the needs of people living with a

rare disease is central to achieving the UN 2030 Agenda, the SDGs and #ts pledge to leave no one behund.

Global institutions protecting human nghts seek to address the heaith care chalenges of people living with

a rare dsease. Ihe Human Bights Council Besobution 00 access to medicings and vacanes recognises the
P e of development, access and aff; Ity of for rare d

The followng legisiation promotes social inclusion for people with a dsability, including those whose
disability is 3 result of living with a rare dsease The UM Convention on the Rights of Peogle with
Disabilities (CRPD) encourages governments to develop and smplement policies and practices targeting
the most marginakzed groups of persons with dsabdties such as those Inving with a rare dsease

INCLUDING RARE NWVERCAL HEALTH e
CONERAGETO LEAV?

ST How cant aovocaTe FoREQUITY?

HAGLISION 95 Write a LETTIR TO A KEY POLILY-MKIR in your community to highlight
oted inthe nght t the importance of addressing the needs of people with a rare disease
stes adopted the ¥ and share this fact sheet with them.

diseases. While «
wt of the rare dis

Hold a RARZ 01345 DAY ONLINE ZvenT that highlights a key local or

n of rare d

national policy issue for the rare disease community and invite a decision
sven f starting fr 20 Bteend.
Use MeD ATTINTION on Rare Disease Day to launch a new initiative
for the rare disease community.

Member States to adopt a United Nations General Assembly

Resolution on persons living with a rare disease and their families. ' ;:“;::.m’

oT—— / ] HINV ) KEY (€S OURCES AND INFORMATION
strategies and policies, as well as the inclusion of people living with kS

Aech between a rare disease in the work of the United Nations and s agencies and % “ ABOUT RARE DISEASES
OF THE POPULATION la . ot RSARG e Qi . Gubst Aot bt
e couse of el Bves - ¥ihat 5.2 e duease weboage (0 arediseaieday.org)
Bace Ducaie Qay 2020 lnfograghica.
MILESTONES IN ACHIEVING N e oerep ot
N pening Remads by HE, M o urgensco, Permanent Beareien of Estonia at the Rare Dicase Da

/54
# SOUALOPY -

meeting,
ok S
1983  snngion 2008 wdsenes 2017

vomen 1999 2016

Drug Act

Ewropean
Referece
Networks Rare diseases
First Rare launched! mentioned
Disease Day

The Executive
Board of the
WHO agrees
to provide
gudance on
expanding acce:
to effective
treatments rare

and orphan tealth Coverage
Giseases ¢ RURQRDIS oo celcase. UN Member States nchde race dagases io saltcal declacation oo uniecsal health

y

Committee for Race Dacases 2016

MISSION: CALL FOR
EQUITY

An updated equity toolkit
provides references, data and
tools to help your advocacy

work
15
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SECTION 4

PREPARING
RARE DISEASE DAY
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In the last campaign, more than @
550 events were held in 100 V-

countries to raise awareness, raise
funds, or educate policymakers.
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! Participation to the
B Global Chain of Lights
3 (iluminate local
buildings)
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Ask for calls and
meeting from the local

authorities
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™ 11 FEBRUARY 15.00-17.00 CED
LIVE PREPARING YOUR
WEBINAR o SO0GAL MEDA

COMMUNICATION
o TWWO WEEKS AHEAD OF
 RARE DISEASE DAY

Host webinars to raise
awareness for Rare
D isea Se D ay W i.th Live webinar * 21st October (14-16h CEST)

interesting speakers HOP elpre
your digital

communication™
for RDD 2021 :

* www.rarediseaseday.org

RARE DISEASE DAY®

al DISEASEDAY.0RG

L4
3433 80

USE RAREDISEASEDAY.ORG TO

PROMOTE YOUR

Adding an event to the event map helps to promote it

and link it to the global community

Rarediseaseday.org
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ILLUMINATING BUILDINGS

More than 500 buildings were illuminated as an action
of great support for Rare Disease Day

b rw TR,

It's easier than you think! vvy""“/]
Work on this project by starting approaching the local ‘ .ﬁ?\f ! v
authorities of the building you tend to ask join the ',‘f t ;@MF.M

Global Chain of Lights. Al

Watch our ‘how to video’ in English, French, Spanish or
Portuguese
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FOR 20227

New website! With better features to support events and% i
finding resources 24

New 20 second video! Delivered earlier and shorter so
can be used by national alliances for public broadcast

Under discussion
A toolkit to talk about rare disease in schools

Ideas on how to share your colours at home and work

RARE DISEASE DAY®
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THANK YOU!



