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Today’s discussion • Terms of reference adoption – 10 minutes



• Building a solid unified message and materials – engaging the general public – 15 minutes • Fundraising with Rare Disease Day - 15 minutes • Overarching theme, theme and slogan discussion – 20 minutes
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2015 beats all records! • A truly worldwide campaign – on all continents!



• Thank you for all of your participation – building the network of patient organisations • First truly viral - mainstream campaign with communications elements reaching millions – 1.5 million views of the video on our facebook page



• Rare Disease Day is open to everyone who uses the day to build awareness for non-commercial purposes
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Video: Carlo Hintermann •



A true artistic creation, emotional, touching



•



He is willing to work with us again
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Need for a stronger framework • Terms of reference document 



To define objectives and roles of official partners



• Present the responsability of national alliances to build the awareness campaign in their country • To participate in the communications campaign • Report back to EURORDIS successes and difficulties
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Small group – Terms of reference • How do you define your role locally for Rare Disease Day?



• How would you like EURORDIS to better answer your needs?



• Please raise any questions you have concerning the Terms of Reference.
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Use of communications materials • Unified message, strength with the international movement – slogan, theme, poster, video… • Patients identify with the global movement • In some countries, confusion was reported – EURORDIS took action • In 2016-2019, we are on track to bring more marketing and communications expertise to support the campaign
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Small group – using communications materials • Which materials that EURORDIS produces for the international campaign, do you consider the most useful? 



Website? Poster? Video? Social media? Theme and slogan?



• How do you feel the international movement helps your local campaign?
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Fundraising for Rare Disease Day • Rare Disease Day materials made available to all patients and patient groups • One « requirement »: no commercial activity • With our success, has come external interest to be part of the Day!
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Private companies interested in showing partnership







Individual donations with events
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Small groups: Fundraising • In what ways has interest from industry changed or evolved concerning Rare Disease Day? In your meetings with them? Do you mention you are a partner?



• If you fundraise for Rare Disease Day, what is your advice to other countries?



• What more could EURORDIS do to help you?
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Steering committee members • Thank you for your participation
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Dorica (Romania)







Simona (Italy)







Lisa and Jennifer (USA)







Megan (Australia)







Dean (Greece)







Maria (Spain)







Bianca (Germany)







Other volunteers?
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Overarching theme for 2016-2020 • 2008-2011 - A public health priority



• 2012-2015 - Solidarity



• 2016-2019 - Patient Involvement
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Theme and slogan decision process • Today, we announce the theme as discussed in the steering committee meetings • Today, we discuss slogan options • Immediately following the meeting, via email, proceed to a vote for slogan 
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One vote per Rare Disease Day partner
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Timeline for Rare Disease Day 2016 • June 1: Theme and slogan voted



• September: Webinar on using social media • October: Fundraising for Rare Disease Day



• November: How to maximize the visibility of your local actions on the RareDiseaseDay.org website • November: Website launch • January: Poster • February 15 Video launch • February 29 (Monday) 09/06/2015
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Theme for 2016 • Patient Voice



• Slogan options (call to action): 
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Propose slogans 



Raise your voice for rare diseases







Join our voices for rare diseases







Our voices are one
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European Judo Open Madrid 2016 

BARWIG, Robert. MUCIENTES SISTO, Tomas. UKR. GER. ESP. FERNANDES, Jorge. PAPP, Robert Florian. MENENDEZ RUBIERA ...... STEVENSON, Karen.
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Mandevco Leasing 2016 MAY 

466-470 Chemin de la Grande Ligne suite M2,. Rigaud. Immed. 5,092. #0211 ... Cavendish, Cote-St-Luc, Qc Bloc Y Suite Y-100-160. 5800 boul. Cavendish ...
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CIACCO Symposium May 22th, 2015 

22 mai 2015 - Dhan Kalvakolanu (U of Maryland). GRIMs: Novel regulators of cytokine-induced tumor suppression. 12:15-13:15 Pause diner / Lunch break.
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Fundraising MND May 2016 FR 

1 mai 2016 - solide, agile, dÃ©diÃ©e, ambitieuse en terme de croissance et concentrÃ©e sur ses objectifs. Plus que des investisseurs, Kima Ventures est un ...
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Fundraising MND May 2016 FR 

1 mai 2016 - Le montant record de cette 1ère levée de fonds en. Seed est un indicateur fort. Il vient valider la viabilité du projet à l'échelle européenne.










 


[image: alt]





MASTERS SERIES MADRID - Madrid AMS ... - Mutua Madrid Open 

MONFILS, Gael. 45. J. ACASUSO. C. ROCHUS. 14. ACASUSO, Jose. ARG67(5) 64 20 ret. 64 64. BEL. ROCHUS, Christophe. 46. J. ACASUSO. G. CORIA [4]. 15.
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Lara Gasparotto 

The Agata project focuses on a young woman she met at a strip club in Paris in 2017. The two women then embarked on a joint creative experiment, in.
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Lara Gasparotto 

Titus Simoens (1985) vit et travaille à Gand. Son travail a fait l'objet de plusieurs expositions, notamment à la. Fondation MRO (Arles), à la Kunsthalle de ...
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danse cna 

Camille Saint-SaÃ«ns, Arvo PÃ¤rt, Steve Reich*. * by arrangement with ... Strings, Steve Reich. ACT II. 1. ..... Ã€ la mÃ©moire de Geoffrey F. Bruce. Adrian Burns ...
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madrid - feteugtcyl.es 

partenaires. A COMPLETER PAR WBI. Type de bourse. Domaine. Niveau d'Ã©tudes. PÃ©riode. Institution d'origine. Institution d'accueil. NÂ° identifiant :
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INTERNATIONAL TOURNAMENT May, 23th, 24th & 25th 2015 

Item 1: Date. The A.S. Tournefeuille football club will organize its annual tournament, on May, 23th, 24th & 25th, 2015 at municipal stadium. For the young boys ...
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madrid - feteugtcyl.es 

Courr ier Ã©lectronique : Â¡[email protected]. Sites INTERNET. 1. Informations gÃ©nÃ©rales sur les Relat ions internat ionales Wallonie-Bruxelles : www.wbi.be. 2.
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Danse CNA 

Téléphone : 613 947-7000 x634. Courriel : [email protected]. Danse 2016-2017. BALLET. Salle Southam – Jeudis, Vendredis. Shanghai Ballet – Giselle.
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RDD 2012 poster LT 
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info pack rdd 2013 
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MAY 19 MAI 2016 

19 mai 2016 - she explores such themes as malfunction, reviving the obsolete, and the harnessing of imperfection and glitch to create a new kind of precision.
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Scientific American May 2016 - Emmanuel Virot 

leagues at France's Ã‰cole Polytechnique and. ESPCI ParisTech set to find out by fractur- ing beechwood rods of various lengths and diameters under controlled ...
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REVIEW ON OFFICIAL LANGUAGES 2016-17 - PCH only-CNA ... 

1 juil. 2017 - Act (OLA), the Minister of Canadian Heritage must submit an annual report to Parliament on matters relating to official languages under her ...
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rapport annuel 2015-2016 

21 nov. 2016 - 77. 3 %. Techniques de recherche sociale. 29. 1 %. Techniques administratives. 329. 11 %. Bureautique, Microédition et hypermédia. 72. 2 %.
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