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Past events

2008 : RD as a Public Health Priority

(overarching theme x 4 years)

“A rare day for special people”

2009 : Patient-centred care
“Patient Care: A Public Affair!”

2010: Bridging Patients and Research

«

atients & Researchers: Partners for Life!”

f  Patient Care
\ A Rublic Affair!
wwwi.txg
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2011
Theme:

Rare Disease &
Health Inequalities

Slogan:
“Rare but Equal”
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Participating Countries

18 1n 2008

30 1N 2009

46 1n 2010
56 1n 2011

28 from Europe
Newcomers:

Mexico Thailand  Panama Armenia

Uruguay Nepal Morocco Peru

Iran United Arab Emirates



Countrles that part|C|pated N RDD 2008-11
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| National Alliances

e Official partners (22 National Alliances)

Belgium, Denmark, France, Germany, Greece,
Hungary, Ireland, Italy, Netherlands, Romania,
Spain, Sweden, UK, Bulgaria, Croatia, Luxembourg,
Portugal, Russia, Canada and USA

* New alliances joining in: Switzerland and Cyprus
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| RDD website

Number of visits: 49,387 from 150 countries*

(compared to 38,000 same period last year)

10,000 Vvisitors on Monday Feb 28
- 3 times the amount from last year!

*Jan 1, 2011 — Mar 3, 2011
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‘ Downloads ‘ Tell Your Story

&= Key Rare Disease Day Events

g Stay up to date with events around the world

l;. . RO: Playdecide

u EU: European Symposium Rare but Equal Ad...
.. _. RO: Lessons about Rare Diseases

! DE: Essen: mehr als 20 Selbsthilfeorganis...
—

— HU: Press conference about rare diseases

§ B IT: HEALTH INEQUALITIES - RARE BUT EQUAL
This year’s focus :

Rare Diseases & Health Inequalities ~Selecta country overview- ~

This vear's focus = What is Rare Disease Day?  What is a Rare Disease?  Tell your story

Friends of Rare Disease Day Join the Community
A way for you or your organisation to share what you Be part of Rare Disease Day 2011
will do this year

Rare Disease Day in the News

You
izge Facebook
|\

Individuals, Patients, Patient Organisations, health

professionals, researchers, drug developers, public
health authorities and everyone having an interest in
rare diseases are invited to join this year's campaign

2011-03-16 Cofares.es

MADRID. Jornada en el Ateneo sobre

flickr  Fiickr I tg Twitter Investigacion y Tratamiento de las

: a Enfermedades Raras
Become a Friend of Rare Disease Day N —
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Q ’ February 28

Home ‘ About the Day . Get Involved Country by Country Media Center

Rare Disease Day® 2011

Downloads

Tell Your Story

View Participating National Alliances

Participating countries/territories

Thousands of patient groups and their partners all around the world are preparing a multitude of events to draw

attention to rare diseases and the millions of people who are affected by them. Each year Rare Disease Day has

enjoyed an ever growing number of participating countries. The following countries have joined in 2011 : If you are

planning awareness-raising events in a country thatis not listed, please write to: rarediseaseday@eurordis.org
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RDD website

www.rarediseaseday.org

..first ranked on Google!

* Info pack
e Banner

* Logo

® Poster

all downloadable from the RDD website


http://www.rarediseaseday.org/

Name:

Ziua Bolilor Rare

Logo and slogan =

Bolile rare sunt
cronice, uneori
progresive,...

- Rare Disease Doy

ZR29ENTEMH

translated
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into many languages

Logo appeared inall RDD =

COmmunicatiOn Nossa acao afirmativa!

DZIEN
CHOROB

RZADKICH

Warszawa 28 lutego 2011

Dia das Doencas Raras




RARE dar EGALE!

Sunteti invitati sa participati impreuna cu noi la o
Campanie dedicata Oamenilor Speciali
O zi rara pentru oameni rari!

o
Zl u a Alianta Nationala pentru Boli Rare Romania
e B> et (ANBRaRo, www.bolirareromania.ro) anunta
Boliloy;

marcarea Zilei Internationale a Bolilor Rare in
Romania pentru 28 februarie 2011.

Programul Campaniei:
| 21 februarie, ora 12.00, Zaldu
a re Marsul bolior rare,
pe traseul: parcarea din spatele

Primariei Mun. Zaldu pana la Casa de
Cultura a Sindicatelor

< _& 21 februarie, ora 13.00, Zaldu
o Conferinta de presa
& 9 Lansare de carte
wRare inegale - povesti ale pacientilor”
J Sala Avram lancu a
e Primariei Municipiului Zaldu

. 22 februarie, ora 13.00, Zalau
; Playdecide (Dezbatere Publica) pentru cadre
didactice, Sala Festiva a
Scolii Corneliu Coposu

25 februarie, ora 12.00, Zalau
Playdecide pentru persoanele din sistemul sanitar,
locatia sediul Asociatiei Prader Willi din Romania,

Strada Avram lancu Nr. 29, Zalau

1 martie, ora 12.00, Zaldu
Playdecide pentru autoritatile si presa locala,
locatia sediul Asociatiei Prader Willi din Romania,
Strada Avram lancu Nr. 29, Zalau

14-28 februarie pe raza judetului Sdlaj
Lectii in gradinite, scoli $i licee

www.rarediseaseday.orgi www.bolirareromania.ro

www.rirosz.hu
http://sites.rirosz.hu/rbv

‘Rare Disease Day

EGYENJOGUI

RITKA

BETEGSEGEK

ENAMC Gyauan

2011,
Februar 26. 09:30-17:30-ig

Magyar Mezégazdasagi Muzeum, Varosliget
Kiallitas, csaladi nap és szakmai programok

VILAGNAPJA

www.rarediseaseday.org



Rare Disease Day N A 3
Rare Disease Day

& R’ > Afoccasionde ladournée des Maladies Rares 2011

L'association Maecaine Enfance et Maladies Orphelines
) Organise >
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RAROS

foses du diagnosticaa pise on charge”
MAS IGUAIS i

E‘ BN " LeDimanche2? Février 2011 a14h30
Salle des réunions du Consell Communal de Marrakech
Avenue Mohamed Vi Guéliz

DIA DAS DOENCAS | 26 Dt FEVEREIRO

IBMC | Porto
RA RA S R. do Campo Alegre, 823

28 pe FEVEREIRO 20n ENTRADA LIVRE

Herci de confirmer votre présence en contactant 'AMEMO

Tel : 0669183548
Fax : 0524421821
Email : amemo.asso@gmail.com

ST TR e www.amemo-asso.org

) AS DOENCAS RARAS E
e @ % Ly S
Sroo: = .

BMC  orphonet Shire n &roteim

INFORMAGOES: 5, Comunicag 80 © Imagen « 22 405 53 91/ 93 403 32 79 + s0<1e1oriodonicomunicacoo.com
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« Rare but Equal »

This year’s theme was taken up by many alliances
and patient groups

EURORDIS collected 55 testimonies of health
inequalities from different diseases and countries

Visible on “Tell your Story” section of RDD website


http://www.rarediseaseday.org/yourstory/inequality

N

| Friends of RDD

Number: 292 (187 in 2010)
Partners other than national alliances:
patient organisations, caregivers organisation,

healthcare professionals or researchers
organisations, industry

and public authorities

Example: Official endorsement of the European
Medicines Agency



Friends of RDD

@ European Medicines Agency - News and press release archive - Rare Disease Day: 28 February 2011 - Mozilla Frefox o6 e
File Edit View Higtory Bookmarks Tools Help
W C X A Oy europe, jsplcurl=pages/news_and_ /2011/02/news detal 001217 jspBmurl: and_ . and_events jspBmid=WCOb012c058004d5cl - @ Google A

4 http://ww.eurordis.0... £ Most Visited b Getting Started *§ Eurordis Mail - Brochu... *4 Page d'accueil de Moz... [BJ Rare Disease Day ® 2011 ] Policy 3 Latest Headlines ) Coordination Sud - Of... €9 Eurordis - European Or... & Connect Pro Central L. TN Intemational Women's... »

@ .. | 9 Rare Disease.. M lompu_x[omh.{;w-m[mqmlq-.{.mnuulmmms..|umm.m.[umu[gmm{.mww]um]uwm&{+|»
An Agency of the European Union
SCIENCE MEDICINES HEALTH Text size: (i/alAl Site-wide search n
Home Find medicine Regulatory Special topics Doumntmntplrm«sin&vmks Aboutus  Quick links ]
» Home P News and Events b News and press release archive
Rare Disease Day: 28 February 2011 Email & print @ Help @ share
News Related information
) Rare Disease Day?
25/02/2011 » Ewopeanworganisau'on for Rare
Diseases =
Rare Disease Day: 28 February 2011
! vy » Medicines for rare diseases
What's new The European Medicines Agency supports Rare Disease Day @, which » Orphan designation
s taking place on Monday 28 February, » Working with the United States
pedecene * of America
e e Diseos Doy ) Food and Drug Administration &
Rare Disease Day is held every year on the last day of February. Started in 2008, it » The European Union and the
RSS feeds seeks to raise awareness of rare diseases, and to improve access to treatment and FDA working :g:ed\eff to u':ate
medical representation for individuals with rare diseases and geir families. It is d“::i':::ﬁ::pfor :"". ‘_":sm -
dinated f N
by the o] jor Rare Diseases“ (EURORDIS). (26/11/2007) edici
FAQ on the new In 2011, the day's theme is 'rare but equal’. It is focusing on the differences ) FDA and EMA agree to accept a
website between and within countries for patients with rare diseases, and compared to single orphan drug designation
other segments of society. It is advocating for equal access for these patients to annual report (26/02/2010)
healthcare, social services, basic social rights, medicines and treatments. » Working with patients and
About 30 million people living in the European Unnon (EV) suffer from a rare disease. consumers
The EU offers i ives to ‘orphan’ medicines for conditions
affecuno fewer than S in 10,000 people. These include reduced fees for marketing- i
and ion from market ition once the
medicine is authorised. These incentives aim to bring more medicines for rare
diseases to the European market.
The Aoency p{ays a central role i in the development and authorisation of these
C ion grants orphan designation to medicines on
the recomendahon of the Agency’s Committee for Orphan Medicinal Products
(COMP), and d orphan medicines are d centrally on a
level by the Agency's Committee for Medicinal Products for Human Use (CHVIP),
rather than in each Member State To date, the C
has granted 838 orphan designations, and ised 65 orphan
The Agency works dlosely with its international partners on the designation and
of orphan medicines. In particular, it collab with the United -
Done @
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Social networks
Facebook: over 14 ooo fans E

Twitter: 1,446 followers @

flickr

Flickr: 432 photos -

You
You tube: 100 videos | U2
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National Plans

e Announcement of French 2nd NPRDD v masis ars qiexgen

un suivi attentif pour se concrétiser

fiwdil i chy
L3 b’y
Imaslagins

e New announcements towards NPRD &%

i [
[
Felinva

* Annoucement of UK NPRD i!; i

11258 ITLE

i
ALl 48

in Ireland, Croatia, Hungary, Luxemburg
and Action Plan 2011-2012 of Spanish NPRD

In Switzerland, a member of the Health
Commission proposed a vote for a NPRD

* In Belgium, there was a symposium for the
drafting of the NPRD



Reports, surveys

* Launching of “Rare diseases: a national survey on
the situation of persons with rare diseases in

Luxemb Ourg” (8% RARE DISEASE ’ UK |
o Rare Disease UK released O

recommendations for a strategy
for rare diseases atareception [EEEcEE
at the House of Commons on Rare Disease Day



Country highlights - France

Alliane
Ma.'a&,fgrlge?

Awaraness raising weekend in

—_—

partnership with
, , Yy LS LRy,
iDTGV (SNCF) organised IM p1 444144 M'Mn
By I'Alliance Maladies Rares }  pesded millions
d O h ,i“f de personnes. "T
and Urphanet YYY I YUY ST RTTY
AN Y S ISR YN EXYYY
26-27 Feb trains going to T R
Toulouse, Hendaye, Lyon, %diw f::iii:zj:fres pa—
Grenoble, La Rochelle et S

Strasbourg - DTeY | B



| Country highlights - Hungary

Rare Disease Day 2011 Conference on Rare

Diseases & Health Inequalities "Rare but Equal®
and EUROPLAN Conference

Informal central event of

EU Hungarian Presidency
Family Day
RD Fair



[taly

Second March for Rare Diseases in Milan, Italy with
Head of Halth for Lombary reg1on 200 people

Volley league is a partner 21 volley matches during
RDD week, all players wore the RDD T-shirts
4 matches transmitted on National TV Channels
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Spain
Official act in the Spanish Senate in Madrid
supported by Her Royal Highness the Prmcess of

Intra ministerial Rare Disease plan of action for
2011-2012 announced as a result of the wave of the
RD Day events and their impact on the media.
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Romania
Rare Inegale

* Educating about RD in povesti ale pacientilor
schools e iy S8
* 3 play decide sessions
* 6 conferences

* A march and street information activities in 3
towns - 1000 participants

* Massive media coverage

* “RD & health inequalities” was a good way to

advocate at the MoH for the NPRD to be included
in National Strategy for Public Health.
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More highlights - USA

A National Resolution!

The U.S. Senate adopted, by unanimous consent,

v,

designating
February 28 as Rare Disease Day
across the U.S.
Recognition in All 50 States!

[ States with events and proclamations

Thanks to an amazing grassroots campaign,
proclamations were obtained in 48 states and
similar documents were obtained in the two
other states.
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MORE COLORS AVAILABLE

NORD Kids Light T-Shirt
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In Switzerland - First conference organised

by ProRaris, the new Swiss Alliance, more than
400 participants met in Bern - 35 POs, health

professionals, scientists and politicians.

In Croatia - President of the country Ivo

Josipovic gave his official support and a
His message was broadcasted ““*
On National TV
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And further afield

In Ukraine - video played in Kharkiv metro for
one month

Bl
in Brazil - Romario, former international
football player and now a politician, agreed to

support in Parliament the project of an gcq AM A\/[

ACQOC ACAO MARI ’\\. tOR A

official National Rare Disease Day in 2012



In India - Family Day in Chennai organised by
Lysosomal Disorders Society and attended by

famous tamil actor

W World Rare Disease Day
o G BN

In the Middle East -The st International Rare
Disease Day organised in Dubai:
Genetics Conference and M
family get-together
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Rare Disease Da
[talian RD Alliance, UNIAMO, K%

succeeded in reaching
the secretary of the Holy Father

On Sunday morning Feb 27 in St Peter Square
the Holy Father sent His personal message to
Rare Disease Patients and families and His wish
that research advancement can effectively help

RD patients



Federations

* PHA Europe - Blue lips

campaign

* Spina Bifida
International
Federation -

Prevention of NTDs

ras -u\l@ -

2071-02-28 \Blase Upperk™-Aktisnstag It Lundeshochdruck, Wiea

The right advice at the right time
can reduce Neural Tube Defects now

On Rare Disease Day, 28 February 2011, take sction on
one of the few preventable rare diseasas. Neural Tube
Defects, such 33 Spins Bifida, can be preventad

Spina Biida & a buth defect caused when the naural tubs does not

choss properly wihin the first 28 days after concaption. 4 500"
pragrances ars affectad every yeer in Eurcpe by a Newdl Tube

Dafact (NTD). Up to 70% of NTDs coud be prevented through

adequats folats lewels befors and dunng early pragnancy

Access and equity to prevention of rare dseases needs to

be further improved.

The rtomatisned Fedaraton for Spine 840 & Mydroooph s b s Buyer Scherlng
Frorms A4 are partien b # it campoln © rokee owsrensss of e mad o

Irprowe presvurtion of KT 0s In Burope, JOIN U ACT Now!

Formar s Wormation mad sur report of
Mip e aropo coTedlihTire Jioce o we e id report en ot
of risct vt o roduoo KTD o1 kbalar g

/" aert ot iere
wmm— © Lo senien frarns
———
waw Qb org W D yorochartegpham e de

Mt A L Nt S N ol e A g or & Mgy AL
a Rt eeaew s b Sowe Daras Now b s Tid oy (een

@nnc nicgdal paja

""7

(c)GusteSchobe com # 20122 mgusbechack 065
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European event
Organised by EURORDIS with the support of DG SANCO

‘European Symposium- Rare but Equal- Addressing Health
Inequalities for Rare Disease Patients in Europe’

86 participants

4 European Commission rep
From 3 different DGs

+ 1 Member European Parliament




Venue

Residence Palace

International Press Center, Brussels

iz
m
4
O
m
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0
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...two steps aways from EC and EP
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European event

Stefan Shreck — New Head of Unit Public Info Unit
at DG SANCO

3EU initiatives to address health
inequalities: oy D

* EU Solidarity in Health Initiative b I
e EU Disability Strategy
e EU Directive on Cross Border Health Care

Ms. Antonyia Parvanova, MEP and shadow
rapporteur on the new EU Directive on CBHC
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European event

e Comparative demographic study of Cystic Fibrosis

* Comparative study of standards of care for
childhoold cancer

1 healthcare professional: CoE in
Salzburg “EB Haus”

4 patient testimonies:

e PKU Life Romania

® Multiple Myeloma UK

e MPSII Bulgaria

* Hunter Syndrome Romania




Announcement of key results of the Eurobarometer
survey on public opinion about rare diseases

Next challenge is including rare diseases with a
higher budget in the Third EU Public Health
Program (2014-2020) and the 8th Research
Framework Program.
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European event

The event was streamlined live on the EURORDIS
website and on the RDD Facebook throughout the

Presentations and videos
available on EURORDIS
website




Media coverage

European Parliament TV

@ EuroparTy. Rore but Equal - Vil Frciox T W T — - il
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APM Health Europe
Romania Libera

A conferenceltitied ‘Rare but equal’ was
held onInternational Rare' Disease Day,

@) Povesti horror “made in Romara” spuse s Bruxelies de Zius Mndiald a Sosior Rare | Romania Uibera - Mezila Firefox

Bl Edt Yiew Hatory Bookmers Took Help
e 2[RI, g/ - campanile-tpovest i 218138 el 5] - »
© bitp/ v euroedio... ) Nipet Visibad . etbion Shacart I Euemais Mol B T Dara Dicmsen e 213001 B Dibise L shash Manrtinme . € © ] W - »
Eurordis-Thefre...| R, Povestihar—x 09 CHNERITEr 20T == ORagY z ¢ | | EUROPLAN Fial.. (B0 Become. Fiend... | (&) WHO| Saty-foust... 5 VYouTube - Vidly.
el cachetuotourdgtalnet
Home | Newsletier Publicitate | Contact | AGORA Care 8 foat oo maibun gremie o Romioie do dupd 19697

Incegistrare aratuta | kzator .

Itl .
o Exclusiv RL — ‘
o]

UTATE | opoe  (ENGLUS BAMBAFACERI | TWPULLBER | CULTURA | TEHWOLOGE | STILDEVATA | MULTWAEDIA

CaupamLE AL (8

Mome » Exclusiv RL » Campanile RL

Povesti horror "made in Romania” spuse la  caanexcusii
Bruxelles de Ziua Mondiala a Bolilor Rare o]

CELEMAI  VOTATE |GITITE | RECOMANDATE

Les Echos

Demisia lui Basescu: la Allanz @ Direct

ce..
De ce ar renunta
pregedintele la jumatate

— And more than 2000
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