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Answering Questions 

Technical problem?  
Write: jean.marc.sfeir@eurordis.org 



Agenda 

ÅEURORDIS and Rare Disease Day History 

Å2016 campaign 

ÅOrganizing an event 

ÅPromoting an event on social media 

ÅMonitoring the online conversation 

ÅThunderclap campaigns 

ÅRareConnect.org 

ÅYour questions 

 



Who we are  

 

EURORDIS is a non-governmental patient-driven 
alliance of patient organisations and individuals 
active in the field of rare diseases, dedicated to 
improving the quality of life of all people living 
with rare diseases in Europe. 

Eurordis.org 

http://www.eurordis.org/


9¦whw5L{Ω Ƴƛǎǎƛƻƴ 

ÅTo build a strong pan-European community of 
patient organisations and people living with rare 
diseases.  (695 members to date) 
 
ÅTo be their voice at the European level and to 

fight against the impact of rare diseases on their 
lives. 
 
ÅInternational initiatives: Rare Disease Day, Rare 

Disease International, RareConnect.org  



Rare Disease Day (RDD) 

Å2008 started by EURORDIS, CNA, including events 
in 18 countries 

 

Å2015 saw growth of RDD to include 85 countries, 
млллΩǎ ƻŦ ŜǾŜƴǘǎ 

 

Å2016 ς Monday, February 29th will be 9th edition 
of RDD 

       фр Řŀȅǎ ǘƻ ƎƻΗ [ŜǘΩǎ ƎŜǘ ǎǘŀǊǘŜŘΗ 



Number of countries with RDD events 
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Theme/Slogan 2016 

Theme: Patient Voice 

Slogan: Join us in making the voice of rare 
diseases heard 



Social media profile image 

ÅOn Feb. 1st, change your profile photo and cover 
photo on Twitter, Facebook, Instagram, etc. to the 
RDD logo. 

 
ÅSend out the materials in a private message or 

email to your contacts who might also be 
interested in supporting RDD. 

 
ÅGet personal, tell your followers what RDD 

means to you and how they can be involved.   



 



Event or campaign ideas 
Å Educational - doctors, students 

Å Awareness raising 

Å Community based - Rare Disease March Vienna, Zalau 

Å Fundraiser - gala, fun run 

Å Social events - morning tea, cocktail, dinner 

Å Patients to meet policy makers, politicians 
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RDD 2016 Poster 

Download it here:  
http://bit.ly/1NpNm90 

EURORDIS produces and publishes tools for 
anyone interested in building awareness for 
non-commercial use. 

http://bit.ly/1NpNm90
http://bit.ly/1NpNm90


In kind support for your event 

ÅExamples: printing of invitations, leaflets, 
posters, providing food for an event, donating 
t-shirts for your walk, allowing you to use 
room and equipment for an event 

Å{ƻƳŜ ƎǊƻǳǇǎ ƻǊ ƛƴŘƛǾƛŘǳŀƭǎ ŎŀƴΩǘ ŘƻƴŀǘŜ ŎŀǎƘ 

ÅHelps build community support for your work 
and involve more people in RDD 

ÅTarget individuals, large companies, local 
businesses 

 



Social media for event promotion 

Å1st step: please share event with RDD.org, currently by 
emailing raredisease@eurordis.org, later through form 
on 2016 website 
 

ÅEarlier the better, with a Save the Date page on your 
website, email to contacts 
 

ÅShare event weekly on all channels in the month 
leading up to the event 
 

ÅTag Rare Disease Day on Facebook and Twitter so we 
can help promote your event 
 

mailto:raredisease@eurordis.org


Share your Event with RDD.org 

Have an event to share for 2016?  
Write: rarediseaseday@eurordis.org 



 

Start planning now 




