


Preliminary results from Rare 
Disease Day 2014

- Overall statistics 
- Recaps gathered from about 

30 countries so far







75% unique visits
(180,000 vs. 100,000)

50,000 visits on Rare Disease Day!
(2.5 times more than 2013)

Mobile users = 40% of audience
(20% in 2013)





244 Friends 
of RDD





189 stories 

New this year!

286 photos 

10 videos









THE VIDEO

Over 68,000 views



Translated
into 21 

languages



Ambassador
for Rare Disease Day 2014

SEAN HEPBURN FERRER

Over 1500 views



Ambassador
for Rare Disease Day 2014

• First time – to try again!
• Direct link to RDs – pure 

image
• Very good on scene at Gala
• Some extra media exposure



EURORDIS’ 
RARE DISEASE DAY 

MESSAGE

Played before
speeches in 
Macedonia

Shared on 
Facebook by 
Luxembourg

Used in 
presentations by 

Romania

Shared on 
websites

Played in 
lectures in 
Macedonia







84 COUNTRIES

9 NEW COUNTRIES

CUBA

ECUADOR

EGYPT

GUINEA

JORDAN

KAZAKHSTAN

KENYA

OMAN

PARAGUAY

230 ASSOCIATIONS



OVER 410 EVENTS LISTED 
ON OUR WEBSITE



LATVIA
Public discussion 

on rare disease 
patients’ health 

care

Policy makers and authorities 
Ministry of Health and 

Ministry of Welfare took part 
in discussions

18 reports made on national 
radio, national TV and in 

newspapers



MEXICO
International 

congress and Gala 
dinner

The Health Secretary from the  
State and National Human 

Rights Commission took part





SPAIN

RDD video played in an interview with 
FEDER on National Spanish television



COLOMBIA

Articles about RDD in numerous 
Colombian newspapers and on 

governmental websites



SOCIAL MEDIA



OBJECTIVE

To use social media to build
the number of visits to 

rarediseaseday.org



OVER 40,000 LIKES
26,000 in 2014

On Rare Disease Day posts were

seen by over 113,000 people

Over 12,000 new likes

on Rare Disease Day



OVER 9000 FOLLOWERS



749 SUPPORTERS

SOCIAL REACH OF 
882,441 PEOPLE



BRUSSELS 
POLICY EVENT

Improving Access to 
Rare Disease Care:

The Vision of Patients



Topic 1: 

Empowering People with Rare 
Diseases & Their Families

Vision:

Avril Daly

Panel:

Dorica Dan
Denis Costello
Terje Peetso



Topic 2: 

Addressing Unmet Medical 
Needs

Vision:

Nick Sireau

Panel:

Geoffrey McDonough
Irene Norstedt
Francis Arickx



Topic 3: 

Improving Patient’s Access to 
Quality Care and Innovative 

Treatments

Vision:

Henk-Willem Laan

Panel:

Kate Bushby
Jaroslaw Waligóra

Dominique Farge-Bancel



EURORDIS Policy Event 2014

• New format a success!

• Each vision of patients very captivating

• Engaging debate – key stakeholders

• 100 participants

• Videos on EURORDIS TV – in 8 parts to 
make watching easier




