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A successful example • Rare Disease Day – 8 editions and still growing! • 2008 – patients organisations from 18 countries • 2015 – all continents, all EU-Countries, hundreds of events and patient groups • Keys to success:
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Empowering the network to democratic decisions







Providing « clean » communication materials







Open to anyone for non-commercial use
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What have we accomplished? • Patient-driven campaign – public good • Built a strong community • These 85 countries represent 



73% of the world’s population and







91% of the world’s income



• 2015 – with the video, reached a larger general population 03/11/2015
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2016-2019 – Priorities? • Continue to build the community – reach out to new organisations and people living with a rare disease • Keep those people who are interested in the cause and get them involved and active • How? Build an international campaign with even better visuals and video elements – step up a notch • Keep our strengths of patient-driven campaign – grassroots with global collaboration of a strong network 03/11/2015
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Rare Disease Day style sheet • Logo with more options • The logo is now more modern and even stronger
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Visuals
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2016 timeline – 100 days campaign • 21 November - Website launch, style sheet



• Mid-January- Worlwide launch of full video



• 25 November - Social media webinar



• 23 February – EURORDIS Awards and Black Pearl Evening



• End of November - Video production in Rome, Visuals and poster ready to download. (Script to be translated)



• December - teaser (English) and 30" video ready for TV 03/11/2015



• 24-25 February – Multistakeholder event • 29 February – Rare Disease Day
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EURORDIS events for Rare Disease Day • EURORDIS Awards presented by Princess Astrid of Belgium • Streamlined live – 23 February 5:00 PM • 5th annual event held in Brussels • Over 200 attendees awarding and celebrating outstanding contributions to the rare disease cause 03/11/2015
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EURORDIS Policy Event - Brussels • Two-day symposium on the topic of HTA (Health Technology Assessment) • ‘Multi-Stakeholder Symposium on Improving Patient Access to Rare Disease Therapies’ • To be held on 24-25 February 2016 at Hotel Le Plaza Brussels • Plenary and keynote speeches streamed live for the world • 30 fellowships for patients and patient representatives - up to 400€ per selected fellow
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Rare Disease Day 2017 • Overarching theme - Patient Involvement



• Theme 2016 - Patient Voice / Slogan – Join us in making the voice of rare diseases heard • Themes? • Ideas?
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DEMENTIA Awareness 

Jul 21, 2013 - psychiatric nurse, dementia care advisors, advocate and support groups. ... The most common type of dementia is Alzheimer's disease, followed by .... actions, poor concentration, reduced ability to plan and to prioritise.
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GTIPOWERS DAYS 

8 mai 2017 - Plaque Rallye MEMBRE x 7 â‚¬. Plaque Rallye NON MEMBRE x 10 â‚¬. TOTAL. Je reconnais ... Immatriculation. Pseudo sur le forum. NumÃ©ro de.
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400 DAYS 

Colorist. CHRIS HALL. DI Executive Producers. WILLIAM ADASHEK ... TY FLYNN. BOB GRIFFIN. LANDON HALL. TED HALL. BRAD HECK. DARIN HEINIS.
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fashion days 

5 oct. 2016 - Parfumeries - SAS au capital de 76 575 831,50â‚¬ - RCS Paris 388 764 ...... D'ITALIE. PARKING. GRATUIT. 1H*. â€¢. N. e p as je te. r s ur la v oie p.
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Violent Days 

En France, Ã  Paris et au Havre, des rockers continuent de rÃªver Ã  un pays qui n'existe pas : l'AmÃ©rique. Avec Franck Musard, FranÃ§ois Mayet, FrÃ©dÃ©ric Beltran, ...
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GTIPOWERS DAYS 

8 mai 2017 - Le pique-nique du dimanche midi reste Ã  la charge des participants, l'apÃ©ritif du samedi soir est en commun (chacun ramÃ¨ne une spÃ©cialitÃ© ...
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fashion days 

5 oct. 2016 - Ita_ Zumo. 1 Grand Veggi'z (58cl) au prix du Moyen* www.italiedeux.com. Ita_ Subway2. 2Â¤ les 4 cookies* www.italiedeux.com. Ita_ Subway1. -1Â¤ sur le menu Sub30Â®* www.italiedeux.com. Ita_ Segafredo Zanetti. -20% sur les frappÃ©s*. -20
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fertility awareness based methods 

Chairman, Community Health, Lehigh Valley Health Network. Amina White, MD, MA, FACOG. Assistant Professor, Department of Obstetrics and Gynecology ... Golden-Tevald J. Fertility Awareness-Based Methods: A Review of. Effectiveness for Avoiding Pregnan
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Design Public Awareness 
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dee days dbid f3c4 
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8 days - Xylirepo 

13. The Art of Software Security Assessment, http://www.amazon.com/Art-Software-Security-Assessment-.
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pioneer days pdf 

Dernst Et Particuli Rement La Retraite En Armes Du Capitaine Sterchi, Plague Ship The Oregon. Files 5, Plastics In Dentistry And Estrogenicity, Pltw Purchasing ...
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ARCHIBUS Days - Aremis 

28 sept. 2016 - PROGRAM. ARCHIBUS Days. Address : AREMIS Belgium â€“ ChÃ¢teau de la Solitude â€“ Avenue Charles Schallerlaan 54 â€“ B-1160 Brussels.
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OF THE DAYS - Coptica 

We remember with prayers and thanksgiving all those who toiled in producing it ... meaning the book of selections from the Bible to be read during Church services. ...... through His prophets in the Holy Scriptures, 3 concerning His. Son Jesus ......
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Peaceful Days - DELLDONGO 

Peaceful Days from Soul Calibur III - OST. Slow but marked p rit. 5. A tempo rit. mp. A tempo. 10 rit. A tempo rit. 14. A tempo rit.
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Days of Slavery 

TST: initiated by Christopher Colombus? Debate about that at the moment. âœ“ He was the 1st person to argue the case for slavery in the Americas. âœ“ Colombus ...
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bright days ahead 

BRIGHT DAYS AHEAD. Select theatrical release begins April 24, 2014. Available On Demand April 15, 2014. Run time: 94 minutes. Rating: Not Rated.
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Glory Days - Theo Hakola 

"ONE of the most horrible things I've seen wos a deformed boy that ... *As I say that it sounds ridiculous." ... fascist who lost a leg in the Spanish civil war, fighting.
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Linux Days Geneva 

Jun 4, 2009 - at l'UTBM ( http://www.utbm.fr ) ... http://wiki.services.openoffice.org/wiki/Fr-EDUCATION ... EducOOo's blog : http://educooo.blogspot.com/.
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3 096 days 












 


[image: alt]





pioneer days pdf 

All free free to find, read and download. pioneer days PDF, but pioneer days is packed with valuable instructions, information and warnings. We also have many ebooks and user guide is also related with pioneer days PDF, include : Physics Solutions Ma
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ARCHIBUS Days - Aremis 

28 sept. 2016 - TRAINING SESSIONS : 10.00 3 17.30. 10.00 3 12.00 : first session, please choose between. 1A PORTFOLIO 360Â° functional | all levels.
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CUE SHEET - violent days 

FEUILLE DE MONTAGE - CUE SHEET - ACCORD UTILISATION POUR PROMOTION. TITRE FILM - FILM TITLE : Provisoirement intitulÃ© - Temporarily entitled ...
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Informational middleware based on mutual awareness - CiteSeerX 

2chotto.free.fr/tatami/Metro .... Development of a Computer Simulation of an emergency Call. Centerâ€�, in Frontiers in Artificial Intelligence and Applications,.
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