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Rare Disease Day 2020

» 13t edition on Saturday 29 February
2020

e Arare day for rare diseases in this leap
year!

* Key campaign message: Rare is many.
Rare is strong. Rare is proud!
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Policy communication
Calling for increased equity

* On Rare Disease Day we call for increased equity for people living with a rare
disease and their families.

New fact sheet released on ‘Advocating for equity for people living with a
rare disease’
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EQUITY

EQUITY FOR PEOPLE LIVING WITH A RARE DISEASE *

RAREDISEASE DA

What equity means for people living
E U I TY with a rare disease?
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need:

FOR PEOPLE LIVING
WITH A RARE DISEASE
FOR PEOPLE LIVING
WITH A RARE DISEASE
is equitable a'(xl:csi;Sedia::d“is;;::::m:;;
#RareDiseaseDay
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Rare Disease Day campaign materials

' #RareDIseaseDay

\WE ARE THE
300MILLION

The Rare Disease Day campaign materials for
print, online and social media were made
editable and adaptable and available to
download from
rarediseaseday.org/downloads

The materials were translated into over 30
languages!
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#RareDiseaseDay
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o » ¢ SHOW YOUR SUPPORT THIS RARE DISEASE DAY
: . 29 FEBRUARY 2020
RAREDISEASEDAY® Nadir hastaliklar
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New Countries Iin 2020

Kosovo Gabon

TS Sofled &
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Sémundjeve
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Pediatric Teaching
Hospital
Sulaymaniyah
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Monuments and
buildings

Pisa, Italy
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Australia

Rome, Italy
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Monuments and buildings

Mexico

Murcia, Spain Valencia, Spain Peru
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Monuments and buildings
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Rare Disease Day on social media!

#RareDiseaseDay trended in at least 13 countries.

Support from social media influencers

@ 1-voscer o moonneca

@ tummyandgummy & It's a very
3/ special day, it's leap day! And rare
disease day @

0 j_vedder ® I'm still in India but

thinking about all of our EB friends on
#rarediseaseday ... 84"l cling to the
hope that EBRP provides us..hope for
a cure” says Laura, #EBSuperhero
Salim’s mom. | am proud that our
work at @ebresearch provides E8
families with hope that E8 will soon be
a thing of the past. This
#RareDiseaseDay, support Salim and
all those living with EB. Read his story.
the fink is in my bio 0 84 84

As an online ambassador for rare
disease day, we just want to say be
brave, be strong and most importantly
be kind to yourself and others.

Thank you so much to everyone that
entered our fundraiser, we were able
to donate £108.00 to rare disease

®QvV N
9 079 Jaime

@p  cbresearch @ Salim s a true
#2BSuperhero! (¥

Qv R

& Aimé par sharedrare et
3426 autres personnes

#RareDiseaseDay
rarediseaseday.org

WE AHE THE “ oddlyyvie & As you all might know |
= suffer from a rare disease, and most of

my life I've tried to avoid talking or

300 MILI_IUN even thinking about it, but after
seeing how much the representation
on drag race meant to so many

/ people across the world I've decided

¥

' sarageurts @ Hello to all my beautiful
friends and followers today marks a
very special day for me, it's Rare
Disease Day! @raradiseasedayofficial

That being said | thought I'd share

\
with all of you this very raw picture of
myself. This is one of the side effects
of my type of EDS and the reason that

I choose to raise awareness for EDS
and choose 1o help other on the \
journey to self love. | myself am stil R

learning new things about myself

to be more vocal.
Did you know? There are over 300
million people living with a rare

- <

\ \ ) > ®QvY W
Thank you to al of those who have \ ’ tf' RARE DISEASE DAY ' Aim&pan sarageuris:et
i';:‘z:::fuﬁ:: :fvsoi?eﬁf " ,o .E,’ 7 = 29 FEBHUARY 7 494 autres personnes
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@oddlyyyvie, 876K followers

\

every day and know it is tough but
believe we can make a difference.

RARE DISEASE DAY®
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Support from policy makers and public figures

Jakaya Kikwete @ @jmkikwete - Mar 1 v
Yesterday | had an opportunity to participate at the #RareDiseaseDay

Commemorations in Dar es Salaam. It was a life changing experience to
learn what children with rare diseases and families are going through.Thanks

\g, Pope Francis £ v
@Paontifex

#RareDiseaseDay offers us the opportunity to together

care for our brothers and sisters who are ill, to integrate

research, medical care, and social assistance so that

they might enjoy equal opportunities and lead a full life.

11:30 AM - Feb 29, 2020 - TweetDejg

3.1K Retweets  16.7K Likes

Pope Francis
g

Stella Kyriakides £

@SKyriakidesEU V.8 Be Ae20 &
L President of Tanzania
Statement from EU Commissioner for
Rare Disease Day @rarediseaseday - Mar 6 v

Fantastic to see support for the rare disease community from Minister of
Health @adamvojtechano at the #RareDiseaseDay event in the Czech
Republic!

Health and Food Safety

‘ President of Ireland & v
@PresidentiR

"You are in the home of the President of Ireland, and
nobody is more welcome."

Speech by President Higgins to children and families
affected by rare diseases, last Saturday:
president.ie/en/diary/detai... #rarediseaseday2020

Giuseppe Cont
@GiuseppeCon

Le persone colp
disparita nella p
Dobbiamo esser
loro il diritto alle
solo #RareDisea

Minister for
Health Czech
Republic

Qv

207 Jaime

witter Wet

President
Ireland

Web App and a half million euros to bring
of together patients, researchers

Fredeérique Ries, MEP

RAREDISEASEDAY.ORG Prime Minister of
Italy
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Support from EU Health

RAREDISEASEDAY.ORG

EU_Health @ v
@EU_Health

It's #RareDiseaseDay!

Have a listen to Jean-Yves Blay wish for the survival
rates of rare cancer patients to be significantly
improved, thanks to collaboration within the European
Reference Networks (ERNs)

#EUCancerPlan

Visit ec.europa.eu »
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International media coverage

World Economic Forum
welkLp Forbes

E(:F%';gmlc Platforms Reports Events About @ English v TopLink Q
Forbes

Global Health  Future of Health and Healthcare  Healthy Futures vs | Feb 28, 2020, 05:32am

The Challenges Of
Combating Rare Diseases -
And Five Innovations
Making A Real Difference

Claire Novorol Contributer ®
Healthcare
Iam co-founder of Ada Health, writing about healthtech and AL

f  February 29, 2020 is Rare Disease Day, an annual event that

It takes far too long for a rare disease to be
diagnosed. Here's how that can change

aims to raise awareness amongst the general public and
¥ decision-makers about rare diseases and their impact on

patients’ lives.

I've seen first-hand the difficulties that patients with rare
diseases can face. In my first week as an NHS geneticist, I met
a child who, despite seeing highly specialised doctors for over a

vear, had not yet been diagnosed because their symptoms,

findings and lab tests matched no known disease. It was only

THE LANCET after trawling medical databases and case studies that I was

- - 4 able to find the likely diagnosis, subsequently confirmed. The

Rare diseases need sustainable options disease was so rare that naming it here could identify the

The Lancet patient.

Published: February 23,2020 + DO hitpec//dok.org/10.1016/S0140-673620]30457-8
Rare Disease Day, established in 2008 by the European
Organisation for Rare Diseases (EURORDIS), has helped to
amplify the great work being done by patient associations,
which are supported by international and national
organisations such as EURORDIS and NORD, to bring together

The Lancet HAHE DISEASE DAY®




