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Awareness raising success • After 8 years… • 2008 - Patient organisations in 18 countries • 2015 – Hundreds of patient organisations in 85 countries, events in hundreds of cities around the world…
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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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2016- Publicis Life Brands • Big moment concept The video starts with daily scenes showing the life of a young person with a rare disease. Intimate moments are portrayed, especially with the person who takes care of him/ her (his or her mother for example). These different daily life scenes are accompanied by emotional music played on a piano. These scenes of “real life” are a pretext to see our “star” preparing to go on stage where he/she will be playing piano as a concert artist. As he/she goes on stage and continues to play the music on the piano, we realise that the music we’ve been hearing from the beginning of the video is in fact his/her own music. The camera zooms in full frame on his/her face then on his/her carer’s face. The carer is teary. He/she is so proud. The camera zooms back on the young person’s face, then the voice over appears. V/O SUPER: Join us in making the voice of rare diseases heard



03/11/2015



eurordis.org



5



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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RareDiseaseDay.org • The website will have a new look



• Visual identity matches video and poster • Emphasis on making the website easier for users to navigate – keep them on the site longer • National Alliance visibility remains prominent on the country page • Back-end password to enter own information/description 03/11/2015
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Homepage
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Events worldwide



03/11/2015



eurordis.org



10



Events worldwide
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Event Page



03/11/2015



eurordis.org



12



03/11/2015



eurordis.org



13



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? • Participation in steering committee?
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rare disease day style guide 
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Rare Disease Day Info pack 2009 
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Faster access to medicines for Rare Disease patients 
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DAY 1 DAY 2 

1100-1200. Meeting with the donors Bilateral funding (round table with a bilateral donor rep.) 1200-1330. Lunch with the donor(s). A special on GCP. 1330-1500.
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PRIOR â€“ Rare Handicaps 

Department of Genetics ... (health/social) Needs of People Living with RD ... Professionals. â€“ Health care. â€“ Social care. â€“ Education. â€“ Career Guidance.
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Whipple's Disease 

Jan 4, 2007 - Tropheryma whipplei, is a prime example of how modern ... for a wide spectrum of diseases that includes inflammatory rheumatic ... to T. whipplei infection: histologic lesions in the .... Blood cultureâ€“negative endocarditis associated
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Rare Bird - Sympathy (Pro) - Saxovince 

Page 1. Sympathy. 5. 10. 15. 19. Saxophone Alto. Electric Bass. Sax. A. Sax. A. Sax. A. Sax. A................
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Rare Barometer Voices goes global! 

1 sept. 2017 - participants from around the world can now participate in Rare Barometer Voices surveys.â€� She added, â€œResults from surveys on issues such as ...
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frommers brussels and bruges day by day frommers day by day pocket dbid 1aj1uh 
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frommers edinburgh glasgow day by day frommers day by day pocket dbid q6u3 
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Rare Barometer Voices goes global! 

1 September 2017, Paris â€“ Rare Barometer Voices, the EURORDIS survey tool that collects the opinions of rare ... For more information, visit www.eurordis.org.
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frommers london day by day frommers day by day pocket dbid 5d2k 
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frommers budapest day by day frommers day by day pocket dbid 2ncpvv 
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BOXING-DAY 

26 dÃ©c. 2015 - ge :::::::::::: L'EGFRIT |- - - - m UTC h ki n. |femi# AC70] |ferm+ 14400. Support de fÃªte Cradler. RÃ©g.: 14.ÂºÂº$ /. - Enveloppe les Ã©paules de bÃ©bÃ© et ...
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Beautiful Day 

Doctor Doctor. N. Leaving of Liverpool. N. Easy Come Easy Go. D. Come Dance With Me. D. Country Roads. I. The Spirit. I. Cha Cha One. DContra cercle.
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CHRONIC LYME DISEASE 

Feb 17, 2008 - He noticed a skin lesion called erythema migrans (EM), a rash that Borrelia ... caused by Borrelia species include: 1) relapsing fever, which use soft ..... BLPs activates the innate immune system through what are called Toll-like rece
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050301 Meningococcal Disease 

May 3, 2001 - the index patient, chemoprophylaxis should be admin- istered as soon as possible. If it is given more than. 14 days after the onset of disease, ...
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sequencing in parkinson's disease 

ABNORMALITIES IN PROGRAMMING AND CONTROLLING ...... the PD than the control group (F( 1,41) = 4.0, P = 0.052 and F(l,41) = 5.5, P < 0.025, ...










 


[image: alt]





Rainy day 

Rainy day. America. Em7 G Em7 G Em7 G. Em7. Whenever it's a rainy. A day. Ri 1. Em7. I pick out troubles. A of my room. Ri 1. Em7. I chase of the clouds a. A.
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BOXING-DAY 

Ã‰PARGNEZ. 50%. DE RABAS. COSCO solid value || 5 mart design. |. POUSSeffe: ..... CASINSEULEMENTI. *BCarriÃ¨re et kit de conversion Vendus sÃ©parÃ©ment *Âº.
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digital day 

DIGITAL DAY : objectif business et innovation ... 10h45 Pause. 11h00 Les tendances du digital - Gilles BABINET .... RÃ©sultats : - Nombre de survols de la vidÃ©o.
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