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*Theme: (2008-2011)
“Rare Diseases:

a Public Health Priority”
*Focus 2009 :

Patients Centered Care
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RDD Facts & Figures

e EURORDIS initiator and international coordinator

* Number of organisers at national level :19 National
Alliances

... which altogether involved over 600 patient groups
INn Europe.

Number of parficipating countries in RDD 2009: 30

&
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Target audience:
- Policy makers
e Health authorities
e National Parliamentarians
e European Parliamentarians (and candidates)
- General Public & Media
- Health Professionals, Academics and Researchers

&
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RDD Facts & Figures

21 000 visits on the www.rarediseasday.com website
(Doubled from last year,
Doesn't aggregate the visits to " poess
Welbsites of all groups involved)
Tell your story on the website:
*Videos — 40

* Photos — 100

* YouTube Channel especially created for RDDay
* Facebook Group especially created for RDDay:
2,128 people signed up

&
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RDD goes international!

Building on the success of last year's campaign, Rare
Disease Day 2009 has spread well beyond Europe
with partners from the US, Canada, Argentina,
Colombia, Australia, Taiwan and China

joining in the action.

Mational Organization
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Taiwan

Argentina ...
Colombia
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First Rare Disease Day in the United States

2009 year is the first fime for Rare Disease Day to be
observed in the U.S.A. The National Organization for
Rare Disorders (NORD) mobilised partners from
patient organisations, government agencies, medical
societies, and companies developing orphan
products. Over 220 patient organisations, agencies
and companies signed on, including two government
offices that are instrumental in rare diseases and
orphan products in the US: the NIH Office of Rare
Diseases and the FDA Office of Orphan Products

-
Development. Q@;
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Advocating at the European level: RDD in Brussels

Patronage of the EU Commissioner
for Health, Androulla Vassiliou

Rare Disease Day Book Launc
“The Voice of 12000 Patients”

at the European Commission
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Dinner Debate at the European Parliament

The event hosted by MEP Prof.Antonios Tquqtellis,
who is the Rapporteur of the &
Parliament’s Opinion on the
Council Recommendation
on Rare Diseases. E
The event was attended by several parliamentarians,
policy-makers from the European Comm|55|on o’nen’r

biopharmaceutical industry.
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Lobbying at the national level

* Official Act organised at the Spanish Senate o
announce the results of RD survey in Spain.

Speakers included the
Minister of Health and ’rhe

of the Spomsh Alliance.

Princess Letizia gave out Rare
Diseases Awards. The event
received great media attention.

&
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Lobbying at the national level

* NORD asked its partners to write letters to their US
state governors, requesting that February 28, 2009, be
proclaimed Rare Disease Day in their state.

* Email campaign organised by RD UK encouraging
their contacts to send an email petition asking their
MPs to sign a Parliamentary petition to get Rare
Disease Day recognized by the UK Parliament.

* Signature collection to support a proposal
to discuss rare diseases in the two annudl

sessions of China's top legislative body and top
political advisory body.

&
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RDD creating momentum to :
push for National Plans and Strategies
* Presentation of the National Plan for Rare Diseases
in Portugal and Bulgaria )~ @“’

* In Spain the National Alliance actively asked its
members , patient organisations, health authorities,
celebrities, private companies to sign a petifion
« Pacto de Todos por las Enfermedades Raras ». This
petition asks for a National Plan, a RD national body
to implement it . .

&
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Por un PACTO DE TODOS por las ENFERMEDADES RARAS
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PETICIONES DEL PACTO:

Las Enfermedades Raras (ER) plantean un reto de salud publica que requiere una 1 émtgzlﬁ'r éﬂfcreaglé: d; la Orgﬂn‘izﬂclén

e e Py PRI ™ 1] ra S al de Enfermedades Raras como el organo
accion _urgente. po_rque solo su reconocimiento y s_u v_|5|b|I|dad nos ayt{dar_an a que coordine la estrategia y todas las actuaciones
salvar vidas. No existe otro campo en el sector sanitario en el que la solidaridad relativas alas ER".

nacional y europeatenga mayor valor anadido que enlasER.

Queremos que las ER dejen de ser la causa del 35% de las muertes de ninos
menores de 1 aio.

Queremos, sobre todo, mejorarla esperanzay calidad de vida de todos los ninos,
jévenesy adultos que sufren eldramdético impacto de una ER ensus vidas.

PACTO POR LAS ER PARA:

Buscar el compromiso politico definitivo para
impulsar una estrategia global ‘multisectorial' que
permita que los enfermos alcancen una verdadera
integracidn sanitaria, social, educativa y laboral.

Asegurar la equidad, justicia y solidaridad con los
nifios, jévenes y adultos afectados por ER.

Garantizarel acceso en condiciones deequidad al
diagnéstico, el tratamiento y la rehabilitacién de los
pacientes, sin importar la rareza de su enfermedad o su

PACTO PARA DAR APOYO A:

Los 3 millones de afectados por ER en Espaiia.

Todas las familias que luchan en la invisibilidad,
el aislamiento y el dolor y que observan con
demasiada frecuencia como se olvida su derecho a la
saludy a otros derechos fundamentales por la rareza de
su enfermedad.

Todas las personas que, sin diagnstico o con sospecha
de &, viven sumidas en la desesperanza, en el miedo
y enla angustia gue supone una ER.

2, Poner en marcha el Plan de Accién para las
ER identificando claramente: sus plazos de
ejecucion, sus responsables y su presupuesto
finandiero.

3. Hacer cumplir por parte del Estado Espaiiol y
las CCAA su compromiso comun por garantizar la
equidad en el acceso universal a una atencién
sanitaria de alta calidad, de manera justa y solidaria
para todos los enfermos de ER, sin importar su
lugar de residencia.

4, Impulsar de forma prioritaria los centros
especializados de referencia para ER

5. Conseguir el consenso y compromiso de los
principales actores: Administracién Nacional,
Autonémicas, Sociedades Cientificas, Colegios
Profesionales, Industria, Organizaciones de
Pacientes, Mediosy Sociedad Civil; para que el éxito
del Pacto se traduzca en medidas concretas para los
afectados.

6. Apoyar la participacién de las los pacientes
en laelaboracién de politicas y toma de decisiones.

1)La O Estatai

lugar deresidencia.

“ Todos aguellos gue viven el dolor de haber perdido a

g unserquerido.

£ "/

E Las nuevas generaciones, para que encuentren un \J \—/

= - mundo mas preparado para integrarles de una manera
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RDD creating momentum to :
push for National Plans and Strategies

* Event organised by the Belgian Alliance on Feb 27 at
the Belgian Parliament where they obtained @
commitment by the Ministry of Health to contribute to
a RD Fund which will work amongst other ataas of

National Plan for RD in Belgium.
* At a Conference entitled ‘Focus on Rare Py
Disease in Ireland — What is our National Plan?’ the Irish
Alliance obtained a commitment from the Min of
Health to work on a National Plan. An Irish senator and

candidate to the European Parlioment assisted. {;g
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RDD creating momentum to :
push for Centres of Expertise

* Danish MEP visit Cenire for Rare Disorders at Aarhus
University Hospital, Skejby in Denmark. The purpose
with the visit was 1o infroduce Britta Thomsen (S) to
the daily work with patients with rare s '

diseases as well as to discuss why
rare diseases are a very important
focus area in the EU.

* Centres of expertise were including as @

priority in the Spanish petition « Pacto de Todos por
las Enfermedades Raras » f@f
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RDD creating momentum to :
build emerging national alliances

* In Switzerland, following RDDay, the organisations
involved met in March to discuss the possibility of
forming an Alliance Maladies Rares.

* In Ausiralia first RDD event . A seminar was held in
Sydney to discuss the situation of rare diseases in
Australia . This event was the launching pad for the
creation of a group with a united voice for a national
approach for rare diseases. ~

g
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=

RDD raising awareness amongst the general public
...using VIP and celebirities to attract attention to the
RD cause (some of them as patrons or good will
ambassadors) . sl F

*First Ladies of Bulgaria, g
Hungary, Italy, Portugal, Germany
*Royal Princesses of Belgium, Denmark and Spain
President of Austria, Greece and Croatia '
Governor General of Canada
«Football player in Spain

Top model in Australia
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RDD raising awareness amongst the generql publlc

I Ww o

... informing ...
...educating...
...involving....

...debating...
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National RDD public awareness campaigns within the International RDD

Campaign
..in France
Using the website www.malades-pas-si-rares.org
to spread the message e -
i Mr P4 Mf 4
. . LIE L s SR e ihiie
Les maladies sont rares mais les malades MM; R 4

sont nombreux.
E-mailing campaign
“Maladies rares: le saviez-vouse”

..in Spain

Using the website www.masde3millones.com

to spread the message

“Somos mas de 3 millones

y aun asi estamos solos.”

On-line signing of petition

“Unete al Pacto de Todos por las ER” _ _
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N 2 Key Rare Disease Day Events
This year’s focus: \ A = Stay up to date with events around the warld
Patient Care: A Public Affair!

The rare disease patient is the orphan of most health systems, f UK: Rare Disease Day Evert Welsh Assembly
often without diagnases, without trestment, without research,

(= HU: Round table discussion about rare dis
iharsiciMihoRresschito hcbs " ES: Informative Day en Selobrefia Granada
Therefore the focus for Rare Disease Day is Patient Centared Care”. (&= Es: Outdloor svent
Rare Disease Day is a campaign dedicated to improving the quality of life \ y CH: CheclOrphan Latnches WAish to Commema.
of all people living with rare diseases and in particlar access . - -
to good diagnoses and care. CH: Rare Disease Day © Intervies of Orpha.

Elect a country overvisw—

The Voice of 12,000 Patients

Puslications of EurardisCare3 Survey

; I
Rare diseases are often chronic, progressive, ﬁ

Rare Disease on the Web

Rare Disease Day in the
Follew Rare Disease Day 2009

=== News

degeneralive, ife-threatening and disabling diseases:
Many rare disease: palients are denied their right to the
highest attainable standard of heakh and continue to

27-04-09 El Informatorio (Blogs)
advocate their need to overcame commen obstacles

"l Estado portefio, como las provincias y la
Nacidn, puede ayudar a diagnosticar
enfermedades raras”

fll:kr

Read more >

i“ Tell your story in video

Photo Stories: Patient dd your photo to the
Liteijourpndeglcoreat Testimonies on Flickr photowall!

hitp:ffureirr,

...all you needed to know about RDDay and more... st
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EURORDIS would also like to thank all insitutional
partners who helped promote the day, including:

« AFM- Téléthon

« European Commission’s

. DG for Health & Consumer Protection

. « Europe for Patients » the public health portal for
the EU

Orphanet

*NIH and FDA (through NORD)

sIndustry

&
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