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Rare Disease Day Video

Shared around the world by
patient organisations via
social media and events

Translated into 27 languages
(compared to 21 in 2014 & 15 in 2013)



The most successful to
date!

Via EURORDIS social media alone,
over 1.5 million people
viewed the video!
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A truly international
. Events around the
and worldwide

campaign — events in world, hEIfj by .317
over 80 countries associations iIn
and regions Europe, North and
South America,
Including all 28 EU Africa, Asia and
Countries! Australia!



New
countries:

Bolivia,
B Estonia,
Madagascar! |



== > Rare Disease Day

in Estonia T > Ra re Disease Day

. L -
Patent organisatons in Estonsg will participate in Rare Disease Day for the &8t tme n I n B 0 l Iv I a
2015 under the slogan Day-by-day, hand-in-harxd. It IS hoped the event will grow each year 10
inform and raise awareness of rare dseases in the country
You can make a differencel To get involved, wne 1o us at rarediseasedaydiemons o

Patient organisations in Bolivia will participate in Rare Disease Day for the first

B8 Tamnn, Estonia, 27 Feb 2015 - 28 Feb 2015 >
Raising media awareness for rare *, 2015 under the slogan Day-by-day, hand-in-hand. It is hoped the event will grow eac
S . inform and raise awareness of rare diseases in the country.

diseases
You can make a differencel To get involved, write to us at rarediseaseday@eurordis org

BB 7oy, Talon, Estonda. 16 Feb 2015 - 28 Feb 2015

Children's Foundation Rare Disease Day

B >Rare Disease D

in Madagascar

Patient organisations in Madagascar will particip¢ e

2015 under the slogan Day-by-day, hand-in-hand.
inform and raise awareness of rare diseases in the

You can make a differencel To get involved, write t

> Events in Madagascar

W \Madagascar, 28 Feb 2015
Rare Disease Day Walk and Round Table > Events in Bolivia



Awareness-raising Fundraisers

_ Runs ; _ Walks
Seminars Film nights

Conferences

655 Events listed
Quizzes  ON our website

Art activities
Family activities

and fun days Advocacy

SymMposiums Photography
Concerts Exhibitions



HOME

ABOUT THE DAY EVENTS WORLDWIDE GET INVOLVED

THEME OF THE YEAR:

LIVING WITH A
RARE DISEASE

Day-by-day, hand-in-hand
Patients, families and organisstions
are pivotal to cresting solutions for

the daily challenges of living with a
rare disease.

it means

ABOUT THE DAY

28 February 2015 - What is Rare Disease Day?

Day-by-day
Hand-in-hand

> Upcoming Events
around the world

*§ Select Language | ¥



The number of Mobile phone
users continues to increase with
a peak of 60% of the total
visitors on 28 February viewing
from a.smartphone!



> Become a Friend! Download and Share our Communication

= Show your organisation’s Materials!
Sgpport! | » Logos and Banners
s View all Friends ocial Media Badges

> Raise and join hands for Rare Disease Day >Tell your story

||" Whether you are with your family at home, 10 people in an office, 100 people at a
\ ' conference or 1000 people at a public gathening: RAISE AND JOIN HANDS to show Participants in Rare Disease Day from around the world have shared their
your solommmsyyith rare disease he_f.around the world! Help us showgase are all personal stories about living with a rare dr.ase.

\ple livina.with ¢ Bl dissedses and driven by the same obj( [l ves. e i
\ g 4 |V Id [ brie \uwl| V Ayou would like
1M Phol & b famll on the Rare
)s. 1Al ir @l cor @ unity for your
P S |
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Upload your photo Upload your video Write your story

ReCOMDwaZvent Whr@ Pheetd v Upredd e (Nememumrspecify bre locyn =
and the country where the photo was taken )

N/
Upload your photo

~ RYAEICE LG > Latestvideos > Latest stories




Interaction with
patients, families and
people interested in Rare
Disease Day increased in
all categories!
This year there are

295 Friends of Rare
We have received Disease Day
over 300 Raise
and Join Hands
photos
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N/
Write your story

N/
Upload your video

N
Upload your photo
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Your Story l

hotos 94 Videos
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PEOPLE

Tweels Twee!s & replies Photos & videos

S
Rare Dsease Day Rare Disease Day

- Haling The 2015 video is OUT - bring people
fller livingwith a #raredisease out of the
== 3 ; R onwee shadows: ow.ly/J8oHn

Day-by-day,
Hand-in-hand

Photostream Albums



facebook
Miore than 58,000

=l (= = AARA N \ q N (]
likes an/ Facebool«
compared with 40,000 in
2014

users reached on
Facebook alone
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1706
Supporters
Vs 749 in 2014

A social
reach .f

peopT
Vs 882,441 In
2014
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ABOUT THE DAY EVENTS WORLDWIDE GET INVOLVED

1. 2015 Press releases and official communication

« Official information about the 2015 campaian
« EURORDIS Rare Disease Day event in Brussels
o News from 2015

_over:

2. Press articles, television and radio

3. Rare Disease Day History

Each year Rare Disease Day has seen events take place all over the world. See year-by-year highlights

and how Rare Disease Day has grown since its first celebration in 2008: 2014, 2013, 2012, 2011, 2010,
2009, 2008

Read more

|\ |

2015 AMBASSADOR

SEAN HEPBURN FERRER

Media

¥ Press Releases




A SUPPLEMENT BY MEDIAPLANET DISTRIBUTED WITHIN THE INDEPENDENT

www.rarediseases.co.uk

Rare Disease Day 2015 - the
1mpact on daily life

Rare Disease Day takes place on the last day of February
each year and aims to raise awareness amongst the general public and
decision-makers about rare diseases and their impact on patients' lives.

Do you have a rare disease
& face problems accessing
treatment?

) T The EURORDIS (European Organisation for
Rare Diseases) Access Campaign invites anybody who is living with a rare
disease who has experienced difficulties accessing treatment - including
medicines, medical devices, surgeries or medical consultations - to
respond to a brief online questionnaire available in 19 European
languages.
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Patient organisation: Unacceptable differences in member

states for people with rare diseases

Les maladies rares affectent 30 millions d'Européens

W Tweeter 17

(£3 snare BERJRn snar- KL

Rar ‘Diseasenﬁ

Le commissair

=

Les personnes atteintes d'une
maladie rare sont les grands
délaissés des systémes de santé.
Pourtant, ces maladies affectent
plus de 60 millions de personnes en
Europe et aux Etats-Unis.

Peu ou pas du tout diagnostiquées,
les maladies rares, qui intéressent
peu les industries pharmaceutiques,
ne bénéficient généralement pas de
traitement. Elles affectent pourtant
30 millions de citoyens européens.

Organisée chaque année depuis
huit ans, la nouvelle édition 2015 de
la journée internationale des
maladies rares se tient le 28 février.
Cette initiative d'Eurordis,
l'organisation européenne pour les

maladies rares, qui réunissait a 'origine des associations de patients de 18 pays européens a pris une envergure
mondiale. Désormais, des associations de patients de plus de 84 pays y participent dans le but de sensibiliser
I'opinion publique et les décideurs politiques aux maladies rares et & leur impact sur la vie des patients.

Sean Hepbum

S —

=

There are huge differences when it
comes to access to therapies for
patients with rare diseases.

The Commission could do more

to make member states aware that
this is unacceptable, says Terkel

y Andersen.

Terkel Andersen is the president of
Eurordis, a non-governmental
patient-driven alliance of rare disease
patient organisations. He spoke to
EurActiv's Henriette Jacobsen ahead
of Rare Disease Day on 28 February.

What are some of the challenges

for people with rare diseases in the
EU?
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Rare Disease Patient Group Commends EMA, Wants EU-Wide Access to Treatment

Posted 02 March 2015

By Michael Mezher

RAP REGULATORY AFFAIRS
PROFESSIONALS SOCIETY .
i = Arare disease advocacy network has applauded the European Medicines
Driving Regulatory Excellence™ 7 : 5 Y S
Agency's (EMA) efforts to incentivize the development of treatments for rare
diseases, but says the variance in treatment access across the EU is

‘unacceptable.”

In an interview with EurActiv, Terkel Andersen, president of the advocacy group

EURODIS, said that EMA and the European Commission (EC) are “doing their

utmost to try to make rare diseases ‘attractive’ for the pharmaceutical industry.”

ndersen finds dialogue between patient groups, regulatory authorities and members of industry to be highly beneficial, anc
Andersen finds dialogue b n patient groups. regulatory authorities and members of industry fo be highly beneficial, and

says that the EC has helped foster patient participation in the drug development process

Rare disease day promo

Parents write moving tributes to their inspirational
daughters living with rare diseases




Glenis Willmott MEP

Labour's Leader in Europe and Member of the European Parliament for the East Midlands

Raising Awareness of Rare Diseases in
Europe

TAGS: CLINICAL TRIALS, DYSTONIA, EU HEALTH FOR
GROWTH PROGRAMME, EURORDIS. GLENIS WILLMOTT,
HEALTH, RARE DISEASES

POSTED IN BLOG, HOME STORIES, NEWS ON 28/02/2015

Saturday 28th February is European Rare Disease
Day 2015, which aims to raise awareness of rare
diseases and the impact they have on the lives of
people who suffer from them.

A rare disease affects fewer than 5 in 10,000
people. In Europe alone itis estimated that 30
million people suffer from a rare disease butthe
true figure may be higher due to under-diagnosis.

For example, Dystonia is a little-known brain
disorder that causes continuous muscle spasms
and severe pain butbecause itis notrevealed in
brain imaging it can take years to diagnose.
Raising awareness of rare diseases, such as
Dystonia, can help to reduce the stigma and
isolation experienced by patients and make mis-diagnosis less likely, and | hosted an
event in the European Parliament last year to help raise awareness of the condition
among my MEP colleagues.

[N EWS

The Latest Developments
in Life Sciences & Medicine

£PARLIAMENT "

POLITICS, POLICY AND PEOPLE |\

Rare Cancers Europe Press Release: Rare Disease Day
2015

Written by Rare Cancers Europe (RCE) on 25 Februzary 2015 in Press Release

Rare Disease Day 2015 seeks to raise of the chall faced by pati and their famili

R
CA
UR

E Joining forces for action

Within the “umbrella” of rare diseases, rare cancer patients confront particular problems. Most rare diseases have an identified
genetic origin. In contrast, rare cancers are mainly acquired diseases.

A rare cancer affects only 6 out of 100,000 people in all of Europe annually, that is why it is considered rare. Although some very
rare cancers may only affect one person in Europe every year, around 500,000 cases of rare cancers are diagnosed annually in
Europe zlone, making up 20% of all new cancer cases (1). So, taken together, rara cancers are not so uncommeon at all.

But patients are not numbers. When a rare cancer is diagnosed, the lives of patients and their families change forever.

Chordoma (2) iz one of the 198 types of rare cancers (3) that have been identified so far. The
annual incidence of chordoma is approximately one new case per million people per year. t
means that roughly 300 patients are diagnosed with chordoma each year in the United States.
The incidence in Europe appears to be similar, but is unknown in other continents.

Hans Keulen, a Dutch ICT entrepreneur was disgnosed with Chardoma in 2009, after several
misdiagnoses. He explains that 'when your neurclogist, looking at your scan says: | have never
seen this before’, you know you have a problem! Luckily, soon after, | met a neurosurgeon who |
not only made the right diagnosis but also was wise enough to say that there were probably
surgeons that could do this better ... across the Atlantic! After the initial shock many rare
cancer patients are unfortunately l=ft to manage their healthcare on their own. Thatis how it
has remained for me: searching for a cure in different countries, with doctors who do their
utmost in their specialty, but who need resources and support. In many cases the patient
directs his own treatment as there is still a long way to go to co-ordinate efforts between
ancalogists, radiologists, surgeons, etc. for the trestment of rare cancers. oy

Rare Disease Day 2015 raises awareness of
challenges faced by rare cancer patients
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Espai Terra. Divendres 27 de febrer
270212015 | f N S+ in + —

| divendres parlarem de les herbes remeieres. Al platé tindrem un conegut del programa,
I'Albert Rami, gran coneixedor de tots aquests remeis, i que ens vindra a parlar dels

principals beneficis d'aquestes herbes per a la nostra salut.

Dag van de Zeldzame ziekten & Aforukken

vrijdag 27 februari 2015

g reacties

28 februari is het Zeldzame Ziektendag.
Dan zetten patiéntenverenigingen over
heel de wereld acties op om de mensen
even te doen stilstaan bij de

problematiek van de zeldzame ziekten.

Niet alleen is er vaak maar weinig begrip voor
mensen die aan zeldzame ziektes lijden. Door hun
uitzonderlijk karakter wordt er meestal ook maar
weinig geld geinvesteerd in aangepast medicatie
en behandeling

Bij ons in de studio: Sylvie De Maegd, mama van
een kind dat lijdt aan epiderr
zeldzame huidaando

Altljd benieuwd el ol Sy wrijving of aanraking blaren doet ontstaan op de

huid

olysis bullosa.een

ening waarbij de minste
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q& Rare Disease Day 2015

EURORD|S Rare but Real: Talking Rare Diseases
MR EURORDIS Policy Event
24 February 2015

A
A

09:30 - 10:30 Event registration & welcome coffee
10:30 Event starts

Opening Remarks
Vytenis Andriukaitis, European Commissioner for Health & Food Safety
An MEP's Perspective
Philippe De Backer, Belgian Member of the European Parliament

Talk 1: Changing the Reimb Decision for 100 Cystic Fibrosis Patients in Ireland

Ir

reland successfully reversed the decision on the reimburseme fibrosis medic

Ri De Ridder, Director General RIZIV-INAMI & Philip Watt, CEO, Cyshc Fibrosis Ireland
Talk 2: Changing the Clinical Trials Protocol
atient representative’s experience of colaborafing with a sponsar on the design of a CT pr
Carla Fladmwslu the mother of a tuberous sclerosis patient & Veronica Foo!e Head of Patient Strategy, Onoology
Region Europe, Novartis (clinical trial sponsor)

Talk 3: Parhclpatmg in Scientific Advice at the EMA

Jow CF | of a cy

A patient's contribution 1o a scientific adv at the European Med

Nathalie Bere, Patient Ralahons European Mednnes Agency & Helma G k, a retinitis pi

patient
Talk 4: Changing Policy on Ptsnatal Scmomng

8 patient influenced change in the prenatal screening law in Serbia .

W aB
r of a Balte «
Bojana Mumsavlﬁwc lha mother o( a Batten disease patient & Hajrija Mujovic Zomx: PhD, Legal Consultant, Institute “ . W ‘
for Social Sciences & Association for Medical and Health Law of Serbia
Rare Diseases in Romania
Viorica Dancild, Member of the European Parliament & Leader of the Romanian Delegation to the
Group of the Progressive Alliance of Socialists and Democrats
Close of Event
Terkel Andersen, EURORDIS President
Event moderator
Kathy Redmond, Editor of Cancer World

13:00 Event finishes
Lunch will be provided to all event attendees

- 1 o-Tunded b
Ko 52 RaDiOrg. - SRS

Burson-Marsteler of the Eurcpean Union

The coslart of this evert sspruserts he vans of thw wuthor crly rudect e views of the Esropesn Commixson ndior e Consurmens,
Hasdth and Food Execatve Agency or sy other body of the Exropesn Urioe. The Exrmpesn Commixsion #n the Agency do nof acomst sy nessonatility for use that mry be mace of the
information 4 costains.




Vytenis Andriukaitis,
European Commissioner
for Health and Food Safety

Terkel Andersen
EURORDIS President

Spealkers included...

Bojana Miroslavjevic
The mother of a batten disease
patient

Philippe De Backer
Belgian MEP



Over 150 people participated
in Brussels

Touching and inspiring
testimonies were given by
patients and family members



People from
30 different countries
tuned in to the live event online

Over 800 tweets were

exchanged during the event on
RareEU2015




Brussels EventilMledia Coverage

Health Commissioner calls for national plans to tackle rare
diseases

CEES = Y ¢ wiweet & 10 5

Patients with rare diseases are
more vulnerable, as they live with
more ambiguity about their
affliction than others, according to
Health Commissioner Vytenis
Andriukaitis. But with the help of
patient groups and national action
plans in member states, their lives
can be improved.

This coming Saturday (28 February) is
Rare Disease Day. The date has been
chosen to raise awareness on the
impact that rare diseases have on
patients and their relatives.

Speaking on Tuesday (24 February) at
a conference organised by patient

organisation Eurordis, Andriukaitis noted that people living with rare diseases "struggle with uncertainty about their
illness and suffer in isolation” when they try to get the right diagnostics and care.

CurActiv &
wm B3

EU News & policy debates

across languages

APM

curope.cem

For the Dally Agenda In European Health Care

Patient input influencing study
design, helping pharma
develop better drugs -
conference

LONDON, Feb 24 (APM) - Patients are
plaving a key role in the design of
European rare disease clinical trials,
influencing endpoints and suggesting ways
for pharma to improve their products. a
conference heard on Tuesday.

Speaking at the European Organisation for
Rare Diseases (EURORDIS) conferencein
Brussels. which was broadcast online,

representative from the European
Medicines Agencv (EMA) said about half
of the input provided by patients involved
in regulatorv processes ends up in final
advice to companies.



Watch the eventon
EURORDIS TV



https://www.youtube.com/user/eurordis

Yann Le Cam’s visit to
the Croatian national
rare disease alliance to
watch the premiere of
their rare disease
documentary, and to
meet with regional
representatives.
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