
Rare Disease Day  
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Past events 

2008 : RD as a Public Health Priority  
(overarching theme x 4 years) 

“A rare day for special people” 

 

2009 : Patient-centred care  

“Patient Care: A Public Affair!” 

 

2010: Bridging Patients and Research 

“Patients & Researchers: Partners for Life!”’ 

 

 



2011 
Theme:  

Rare Disease & 

Health Inequalities 

 

Slogan: 

“Rare but Equal” 
 



Participating Countries 
18 in 2008 

  30 in 2009 

   46 in 2010 

   56  in 2011 
28 from Europe 

Newcomers:  

 Mexico Thailand Panama Armenia
 Uruguay Nepal  Morocco Peru 
 Iran  United Arab Emirates 

 

 

 

 

 

 



Countries that participated in RDD 2008-11 



National Alliances 
 Official partners (22 National Alliances) 

Belgium, Denmark, France, Germany, Greece, 
Hungary, Ireland, Italy, Netherlands, Romania, 
Spain, Sweden, UK, Bulgaria, Croatia, Luxembourg, 
Portugal, Russia, Canada and USA 

 

 New alliances joining in: Switzerland and Cyprus 

 

 

 

 



Number of visits: 49,387 from 150 countries* 

(compared to 38,000 same period last year) 

 

10,000 visitors on Monday Feb 28 

- 3 times the amount from last year! 

 

 

*Jan 1, 2011 – Mar 3, 2011 

 

 

 

 

 

RDD website 



 



4th edition 

Theme: 

Rare Diseases &  

Health Inequalities 

 

Slogan: 

“RARE BUT EQUAL” 

 

 



RDD website 
www.rarediseaseday.org 

    …first ranked on Google! 

 

 Info pack  

 Banner 

 Logo 

 Poster 

    

all downloadable from the RDD website 

 

 

http://www.rarediseaseday.org/


translated 

into many languages 

 

Logo appeared in all RDD  

communication 

 

 

Logo and slogan 





 



« Rare but Equal » 
This year’s theme was taken up by many alliances 

and patient groups 

 

EURORDIS collected 55 testimonies of health 

inequalities from different diseases and countries 

 

Visible on “Tell your Story” section of RDD website 

www.rarediseaseday.org/yourstory/inequality 

 

http://www.rarediseaseday.org/yourstory/inequality


Number: 292 (187 in 2010) 

Partners other than national alliances: 

patient organisations, caregivers organisation, 

healthcare professionals or researchers 
organisations, industry 

and public authorities 

 

Example: Official endorsement of the European 
Medicines Agency 

 

 

 

Friends of RDD 



Friends of RDD 



Facebook: over 14 000 fans 

 

Twitter: 1,446 followers 

 

Flickr: 432 photos 

 

You tube: 100 videos 

 

 

 

 

 

 

Social networks 



 Announcement of French 2nd NPRD 

 Annoucement of UK NPRD  

 New announcements towards NPRD 

  in Ireland, Croatia, Hungary, Luxemburg 

and Action Plan 2011-2012 of Spanish NPRD 

In Switzerland, a  member of the Health 
Commission proposed a vote for a NPRD 

 In Belgium, there was a symposium for the 
drafting of the NPRD 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Creating momentum for 
National Plans 



Reports, surveys 
 Launching of “Rare diseases: a national survey on 

the situation of persons with rare diseases in 

Luxembourg” 
 

 Rare Disease UK released  

recommendations for a strategy 

for rare diseases  at a reception  

at the House of Commons on Rare Disease Day 
 

 



Awaraness raising weekend in 
partnership with 

iDTGV (SNCF) organised 

By  l'Alliance Maladies Rares 
and Orphanet 

 

26-27 Feb trains going to 
Toulouse, Hendaye, Lyon, 
Grenoble, La Rochelle et 
Strasbourg 

 

 

 

 

Country highlights - France 



Rare Disease Day 2011 Conference on Rare 

Diseases & Health Inequalities "Rare but Equal“ 

and EUROPLAN Conference 

Informal central event of  

EU Hungarian Presidency 

Family Day 

RD Fair 

 

Country highlights - Hungary 



Italy 
Second March for Rare Diseases in Milan, Italy with 

Head of Health for Lombary region – 200 people 

 

 

 

 

Volley league is a partner - 21 volley matches during  

RDD week, all players wore the RDD T-shirts 

4 matches transmitted on National TV Channels 

 

 

 

 

 

4 matches were transmitted on National TV 
Channels 

 



Spain 
Official act in the Spanish Senate in Madrid 

supported by Her Royal Highness the Princess of 
Asturias - 350 people attended 

 

 

 

 

Intra ministerial Rare Disease  plan of action for 
2011-2012 announced as a result of the wave of the 
RD Day events and their impact on  the media. 



Romania 
 Educating about RD in 

schools 

 3 play decide sessions 

  6 conferences 

 A march and street information activities in 3 
towns - 1000 participants 

 Massive media coverage  

 “RD & health inequalities” was a good way to 
advocate at the MoH for the NPRD to be included 
in National Strategy for Public Health. 



A National Resolution! 

The U.S. Senate adopted, by unanimous consent, 
a resolution designating  

February 28 as Rare Disease Day 

across the U.S.   

Recognition in All 50 States! 

Thanks to an amazing grassroots campaign, 
proclamations were obtained in 48 states and 
similar documents were obtained in the two 
other states. 

More highlights - USA 

http://nordenews.createsend1.com/t/r/l/yujywd/njitjiyh/r


A RDD store… 

 

“It gets bigger each year, and is a really good mix 
of patient activities, scientific meetings, 
company-hosted events, etc. Congratulations 
to all at EURORDIS for starting something that 
is truly joining hands around the world!” 

Mary Dunkle, NORD 

 

 

 

 

USA 



In Switzerland - First conference organised 

by ProRaris, the new Swiss Alliance, more than 
400 participants met in Bern - 35 POs, health 

professionals, scientists and politicians.  

In Croatia - President of the country Ivo 

Josipović gave his official support and a 

His message was broadcasted 

On National TV 

 

 

 



And further afield 

In Ukraine - video played in Kharkiv metro for 

one month 

 

 

 

 

In Brazil – Romario, former international 

football player and now a politician, agreed to  

support in Parliament the project of an  

official National Rare Disease Day in 2012 

 

 

 

 

 



In India – Family Day in Chennai organised by 

Lysosomal Disorders Society  and attended by 

famous tamil actor 

 

 

 

In the Middle East -The 1st International Rare 

Disease Day organised in Dubai:  

Genetics Conference and 

family get-together 

 

 

 



Italian RD Alliance, UNIAMO, 

 succeeded in reaching   

the secretary of the Holy Father 

 

On Sunday morning Feb 27 in St Peter Square 

the Holy Father sent His personal message to 

Rare Disease Patients and families and His wish 

that  research advancement  can effectively help 

RD patients 

 

  

Even the Pope acknowledged 
Rare Disease Day 



Federations 
 PHA Europe – Blue lips 

campaign 

 

 Spina Bifida 
International 
Federation – 

Prevention of NTDs 

 

 

 

 

 



European event 
 

Organised by EURORDIS with the support of DG SANCO 
 
 ‘European Symposium- Rare but Equal- Addressing Health 

Inequalities for Rare Disease Patients in Europe’  
 
86 participants 
 4 European Commission rep 
From 3 different DGs 
 + 1 Member European Parliament 

 



Venue 
Residence Palace 

International Press Center, Brussels 

 

 

 

 

 

…two steps aways from EC and EP 



European event 
Stefan Shreck – New Head of Unit Public Info Unit 

at DG SANCO 
 
 
3EU initiatives to address health  
inequalities:  
 EU Solidarity in Health Initiative 
 EU Disability Strategy 
 EU Directive on Cross Border Health Care 

 
Ms. Antonyia Parvanova, MEP and shadow 

rapporteur on the new EU Directive on CBHC 
 



European event 
 Comparative demographic study of Cystic Fibrosis 
 Comparative study of standards of care for 

childhoold cancer 
 
1 healthcare professional: CoE in 
 Salzburg “EB Haus” 
4 patient testimonies: 
 PKU Life Romania  
 Multiple Myeloma UK 
 MPSII Bulgaria 
 Hunter Syndrome Romania 
 
 



Announcement of key results of the Eurobarometer 
survey on public opinion about rare diseases 

Next challenge is including rare diseases with a 
higher budget in the Third EU Public Health 
Program (2014-2020) and the 8th Research 
Framework Program. 

 

 

 

 

 



European event 
The event was streamlined live on the EURORDIS 

website and on the RDD Facebook throughout the 
day (380 people from 39 countries tuned in) 

 

Presentations and videos 

 available on EURORDIS 

 website 



Media coverage 
European Parliament TV 

http://tinyurl.com/6fmbhnm 

APM Health Europe 

Romania Libera 

Yahoo Health  
Les Echos 
The Independent 
And more than  2000 
on-line press clippings 

http://tinyurl.com/6fmbhnm
http://nordenews.createsend1.com/t/r/l/yujywd/njitjiyh/t
http://nordenews.createsend1.com/t/r/l/yujywd/njitjiyh/t
http://nordenews.createsend1.com/t/r/l/yujywd/njitjiyh/t

