




RARE DISEASE DAY  

2016 

Recap 



OUR THEME: PATIENT VOICE 

JOIN US IN MAKING THE 

VOICE OF RARE DISEASES 

HEARD 



NEW WEBSITE! 



WEBSITE STATS 

• New look for the website which was 
more dynamic and engaging! 

• Visitors to the website stayed 20% 
longer and viewed more pages than in 
2015.  

• Average pages visited per session went 
up by 81%!  

• On Rare Disease Day, visits were higher 
at 48,000 visits! 
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POSTER SUCCESS! 



PARTNER ORGANISATIONS 

 



178 FRIENDS OF RARE DISEASE 

DAY 



TELL YOUR STORY 



TELL YOUR STORY 

We now have… 

• 606 stories  

• 330 videos  

• 1,810 pictures  



‘Tell Your Story’ posts had a great 

reach on Facebook 



RAISE AND JOIN 

HANDS 



RAISE AND JOIN HANDS 



Collectively over 300,000 views (youtube and 

facebook)  

 

Over 4,500 shares on facebook!  

 

Translated into over 34 languages! 





TRANSLATED IN TO 34 LANGUAGES! 



AMBASSADOR SEAN HEPBURN 

FERRER! 



Once again a popular choice of 

Ambassador and gained 

significant reach on social 

media 



 

Hundreds of events were displayed on our 

website - over 60% increase from last 

year! 

RARE DISEASE DAY 

EVENTS 





RARE DISEASE DAY EVENTS ALL OVER THE WORLD! 



10 NEW COUNTRIES! 

ARUBA INDONESIA 

LIBYA  

ANDORRA  MAURITIUS 

TANZANIA 

TUNISIA UGANDA 

TANZANIA 

LIBYA 

ZIMBABWE 

MOLDOVA  



Advocacy – Patient Voice  



   

SYMPOSIUM 



SYMPOSIUM AIMS 

To get multi-stakeholders around the table 

progressing in improving access to medicines, 

and furthering discussions about improving 

the regulatory process. 



Improving authorization 
procedures and time to approval 
will not improve patient access 
to innovative medicines, EU 
Health Commissioner Vytenis 
Andriukaitis acknowledged 
today. 
He told a Eurordis (the European 
Organization for Rare Diseases) 
meeting in Brussels that 
Commission-led discussions on 
safe and timely access to 
medicines — in the STAMP 
expert group that was set up in 
2014 — have shown that it is 
also necessary to link the 
discussion to health technology 
assessment and to pricing and 
reimbursement decisions. 

#RareEU2016 



EURORDIS press coverage  



Europe 



ROMANIA 



GERMANY 



UK 



FRANCE 



USA 



AFRICA 



Rest of the world 



FACEBOOK BUZZ! 



We reached over 6 

million people on 

facebook alone! 

Over 75,000 likes! 



Facebook posts… 



TWITTER SUCCESS 



Twitter buzz! 



WE TRENDED ON TWITTER WITH 

#RareDiseaseDay 



1,179 supporters 

with nearly a 1.5 

million reach! 


