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Rare Disease Day
In Canada
• 8-page national newspaper insert (circulation of 1.7 million) devoted to rare disorders and the 

Canadian Organization for Rare Disorders. 12 stories profiling various diseases, individuals, 
researchers, clinicians, and research companies. 

• Press conference at National Press Gallery to start day on 28 February with several Members of 
Parliament and other distinguished guests in attendance. Keynote from our Member of 
Parliament who lost a grandson to rare disorders and is our champion.

• Day of Action on Parliament Hill with over 30 volunteers having individual meetings with 65 
Members of both Senate and House of Commons. We received very positive response for our 
proposal to create a national "Chance for Life Fund" for rare disorders. Many of the MPs will 
follow up with letters to the Health Minister and government.

• A motion for Parliament to consider establishing a rare disorders program was raised in the 
House of Commons. There should be a vote on moving forward with investigation in the next 
week or two. This is a tremendous step forward since Canada has no official definition of rare 
disorders or diseases.

• There have been nearly 1,000 responses to our appeal for the public to write to their Members of 
Parliament to establish the Chance for Life Fund.

• 5 out of 10 provinces issued an official Royal Proclamation of February 29th as Rare Disease 
Day

• A one-hour show on Rare Disorders featured CORD’s treasurer, together with a patient and a 
parent on national TV.  This, and local TV and radio interviews in various cities generated 
numerous phone calls and visits to CORD’s website.





Rare Disease Day
In Denmark
• A film with two Danish children suffering from rare diseases and the Crown princess 

Mary was produced. The film was shown on prime time on one of the two leading 
Danish TV-channels. One and a half hour before the film was shown there was an
interview with one of the families in the "early evening show" on the same channel. 

• On the other leading Danish TV channel, Rare Disorders Denmark was "advertising“
a trailer, during two weeks twice a day every day, educating about the problems rare 
disease patients face and referring them to Rare Disorders Denmark. You can see 
this trailer on the Internet http://www.dr.dk/dr1/obs. 

• Rare Diseases is the theme in the February issue of  “Health” magasine, which is 
distributed in all Danish pharmacies. 

• Two-page article in one of the leading Danish newspapers and in several local 
newspapers and the General Director of the national alliance was interviewed by four 
journalists.

• The conference on the 29th was completely sold out! 

• There were over 1000 people at the march. There was media and press coverage. 











Rare Disease Day
In France

• At the Press Conference, which took place
on Feb 27th at the Groupama for Health
Foundation  in Paris, the following topics 
were discussed:

• European Rare Disease Policy –Ségolene Ayme
Rare Disease Task Force

• The French dynamic on Rare Diseases
and its impact on other European countries’
Rare Disease policies – Christel Nourissier, Secretary
General of Eurordis

• An example of European Rare Disease 
Network (Porphyria)

• Rare Diseases in France, spokesperson for the
French RD Alliance



Children’s drawing competition for RD Day
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Rare Disease Day
In Germany

In an official celebration, the first “Eva
Luise Köhler Research Award for
Rare Diseases” was granted by Eva
Luise Köhler, the wife of the President
of  Germany and patroness of the
ACHSE, the German Alliance for Rare
Diseases. 

The price is granted by the “Eva Luise
and Horst Köhler Foundation for Rare
Diseases”

At the awarding ceremony Stephen
Groft of the NIH (Office of Rare
Diseases - USA) was a special guest
and part of a discussion
on the importance of research. 

Eva-Luise Köhler (l) mit 
Prof. Dr. rer. nat. H.-J. Galla (M)

und Prof. Dr. med. Volkmar Gieselmann (r)
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Rare Disease Day
In Greece
• Press Conference in the press-room of the 

Ministry of Health and Social affairs about 
NPRD. 

• TV spot appeared on 10 national TV 
channels and a radio spot with the voice of 
a very well-known Greek actress that played 
in all radio stations for 20 days

• Information material, leaflet, dossier, poster
• Presentation to specific social-interest TV 

programs 
• Awareness event in a central place in Athens 
• Announcement of the winners of a Writing 

competition at schools (ages 12-17)
all over Greece running on January 2008, 
with the subject "rare diseases”

• A reception was held by H.E. The President 
of the Hellenic Republic Dr Karolos
Papoulias and Mrs May Papoulia in honor of 
the members of the Greek Alliance of Rare 
Diseases (PESPA) at the Presidential 
Mansion on Friday 29th February 2008.

• Extensive press coverage





Marianna Lambrou, President of the Greek Alliance of Rare Diseases (PESPA) with 
the President of the Hellenic Republic Dr Karolos Papoulias and Mrs May Papoulia at the Presidential Mansion





Rare Disease Day
In Hungary:

1. Information booklet on rare diseases and three other flyers about Rare Disease 
Day, HUFERDIS, and planned Habilitation Centre for Rare Diseases. All of them 
were distributed to decision makers and the media.

2. Appointment to meet with Ágnes Horváth, the Minister for Health of the Republic of 
Hungary, followed by a series of consultations with decision makers and experts.

3. Letter writing and email campaign sent to more than 10000 addresses. 

4. Starting of an exclusive Hungarian home page for the Rare Disease Day 
containing all the programmes and presentations. 

5. Interviews to specific radio and TV channels expressing social-interest: 4 long (30-
60 minutes) interviews to 3 radio channels (including the national radio), one short 
report in TV2 which one of the two leading Commercial Hungarian TV-channel.

6. Conference and Exhibition on rare diseases on 02.27 in the beautiful building of 
National Health Insurance Fund: nearly 300 participants!

7. Expert conference in the Hungarian Academy of Sciences on 02.29 on rare 
diseases. 87 participants of the research and health care sites from all over the 
country. 

8, Conference organised on Reference Centres of Rare Diseases in the Hungarian 
Parliament on 03.19. 





Rare Disease Day
In Italy
• Official Opening of the campaign “ Rare Diseases “at the Town

Hall of Rome with the press conference.
• A  Press Kit, including a CD with special EURORDIS UNIAMO

label, with all the documents, was handed over to all the participants, 
as well as forwarded to all the journalists previously contacted. 12 journalists 
attended.

• UNIAMO’s President introduced the First European Rare Disease Day “ A Public 
Health Priority“ and reported on the European Commission Communications process.

• 40 people attended. Mrs Galluppi was interviewed  by the main national TV 
Network ( RAI 1 ) and two regional networks 

• A cartoons video clip on Rare Diseases, especially created for the event to reach 
children  as well as a 8-minutes film about  real life experiences of three families 
with children affected by rare diseases were shown.

• Press conference organised by DEBRA  at the European Parliament  in Rome
• Workshop in Rome organised by SIP ( Italian Paediatric Society ) and SIMGePeD 

(Genetic Paediatric  Disabilities ): Priority of training, updating and research in the 
field of the rare diseases in the age of development. 80 participants.

• A concert with an Italian famous singer at the Auditorium in Rome. Presentation of  
the First European Rare Disease Day made by UNIAMO President, Mrs Galluppi. 
The cartoons video clip and the movie “ Special Lives “ were shown again to the 1500 
participants among them politicians, health professionals, pharmaceutical industry 
representatives and patient representatives. 

• The list of regional events is available on UNIAMO web site page www.uniamo.org









Rare Disease Day
In Ireland
• The celebrations started early on Friday morning when a patient affected by Fabry 

Disease, Dr Colin O’Reilly appeared on the only Irish breakfast television 
programme – Ireland AM (TV3) to tell his story. Appearing with him was Ms. Eibhlin
Mulroe who is CEO of the Irish Platform for Patients Organization Science and 
Industry (IPPPOSI) to highlight the statistics and the current position on rare 
disorders in this country. 

• At 11am a group of 100 patients and scientific representatives released balloons at 
a photo shoot which was followed by a formal meeting on rare disorders at the 
Lord Mayor of Dublin’s residence – The Mansion House.  The meeting was hosted 
by GRDO and was attended by 100 specially invited representatives from patient 
groups, the scientific community, industry and government bodies to discuss the 
acute needs of patients affected by rare disorders in Ireland and the development of 
a national plan for rare disorders. 

• The meeting was chaired by Mrs. Judy Windle of GRDO and was addressed by 
Professor Andrew Green, Director of the National Centre for Medical Genetics in 
Crumlin, representing the scientific and medical community. The diversity in patients 
needs from diagnosis to access to treatment was represented by Dr. Colin O’Reilly 
(Fabry Patient) and Mr. Hubert McCormack (Spinal Muscular Atrophy). Ms Eibhlin
Mulroe the Chief Executive of IPPOSI spoke about the current situation in Ireland 
with regard to Orphan Drug Regulation. 

• Extensive media coverage was secured in both national and regional press and the 
story was carried in three Evening News programmes on RTE One and TV3.



Rare Disease Day
In Luxemburg

•Press 
Conference

•Evening TV 
program on Rare 
Disease

•Articles in all 
major 
newspapers





Rare Disease Day
In Romania
Bucharest Feb. 29
• Roundtable “Rare Diseases – a public health priority
In the EU” at the Ministry of Public Health.  At the meeting
the Minister signed a partnership agreement on the
National Plan for Rare Diseases and informed the
media about the objectives and activities that will be
Developed in the Plan.  Press conference that was 
organised the same day attracted 5 national TV channels
and all national newspapers.

• Presentation of the NPRD at the National Forum of
Family Doctors, attended by 300 family doctors.

• Dorica Dan, President of the Romanian National
Alliance was interviewed on the BBC and national TVR2
(45 min report)



In Romania

• Scientific Seminar on Rare Diseases organised by the University of Medicine and 
Pharmacy

• Information materials (12 000 leaflets, 500 stickers, 500 journals, 400 posters) have
been delivered in the streets, hospitals, medical institutions and NGOs by 
PeaceCorps and student volunteers in 20 cities.

• 3 billboards have been placed in central places in Bucharest, Iasi and Cluj for the 
entire month of February;

• Official opening of the campaign on Feb. 25 at Zalau’s City Hall. 200 people 
attended.  There was a press conference and interviews from two local TV stations.

• Presentation of the film “Rare People and Rare Diseases”
• A musical concert
• Special courses on inclusive education in schools all month of February
• Art contest “A rare day for very special people” - 18 winners received awards from 

the County Council. 
• A workshop on management of RD in Romania and in Europe, in Targy Mures
• A seminar about RD diagnosis and treatment possibilities in Romania, in Bucharest
• A workshop on the impact of rare diseases in neonatology, in Iasi
• A seminar entitled “The First European Rare Disease Day” in Oradea
• A seminar entitled “Together for Rare Diseases”, 400 participants in Timisoara
• One week campaign, tent with exhibit and information materials.  Organised by the 

University of Medicine of Timisoara and NGO “Save the Children”.





Rare Disease Day
In Spain
• 15 media attended FEDER’s Press Conference, 

three of them National Press Agencies, one local TV. 
Even though the media attention was focused on the 
debate between the two candidates for the Spanish 
Government Presidency. The press pack was 
entitled "Inequalities in care for RD patients“ and 
included a report on RD at European level and a 
focus on the situation in Spain

• Many regional awareness-raising activities took 
place in Cataluña, Andalucia, Extremadura, and other 
regions

• A ceremony took place in the Spanish College of 
Pharmacists, chaired by the president of the College 
and the President of FEDER, together with Prof. 
Josep Torrent and a patient, representative of the 
Neuromuscular Association.

• A great deal of media called all day long. FEDER’s 
President, Rosa Sanchez de Vega,  gave an 
interview, in English, for an English radio station in the 
Mediterranean for English speaking people who live 
there.





Rare Disease Day
In Sweden
Her Majesty, the Swedish Crown Princess Victoria,
attended the RDDay and handed the ‘David Lega’ Award to an
exemplary young person living with a cranofacial disability

RD Day was celebrated along with 10th anniversary of the
Swedish National Alliance at the Nalen ‘dancing’ Palace in downtown Stockholm.
A seminar, focusing on the need for national centres of reference for
rare diseases, was inaugurated by the State Secretary at the Ministry of Health and was
attended by other distinguished lecturers from the medical profession, patient
representatives and from the government (National Board of Health & Welfare and County
Councils).  The seminar was attended by 200 people representing 25 rare diseases.
An evening dinner for members and guests/VIPs, followed.

Extensive media coverage. One of the largest daily newspapers in Sweden, Svenska
Dagbladet, distributed a special edition concerning rare diseases on February 29. The 
President of the Swedish National Alliance, Elisabeth Wallenius was interviewed in a radio
programme broadcasted from the local radio of Stockholm on February 28. The Day was
also mentioned in a nationwide radio channel, P1, in the programme “Scientific news”. 







Rare Disease Day
In the UK

To mark Europe’s first Rare Disease Day 29th February 2008 over 150 patients from 
across the country traveled to Westminster to meet parliamentarians face to face
to raise the awareness of the needs of patients with rare diseases and to discuss 
policy developments at a UK and European level. 

Dr Evan Harris MP hosted GIG's Rare Disease Day event on 26th Feb at the
House of Commons. Over 200 people attended.





“Neurohereditary Diseases”
Charity Association

A.Matevosyan MD,PhD
Head of the Republic Center 

of Medical Genetic

Conference is devoted to  
1st European               

Rare Disease Day
(27.02.2008

Yerevan, Armenia)
2 - University clinical hospital

Problems
of Rare Disease 

in Armenia



Rare Disease Day

In Russia

• Press Conference in St Petersburg on February 26th, gathered doctors, 
government officials, patients, patients’ relatives, patient organisations and 
mass media.

• Presentation of the Russian Patient Organisations National Alliance
« Genetics »

• Distribution of flyers
• Exhibit of drawings made by children suffering from rare diseases and their 

photos
• Information meetings at first-level medical centres from Feb. 26-28



Rare Disease Day
In Ukraine
• Press conference in the Kharkiv’s Press 

Room on February 29th. The Regional 
Public Health Affair took part in it. 

• Production of an social TV program, 
devoted to SMA and other rare diseases, 
and a short film describing the daily lives of 
children with rare diseases.  This was 
shown on national television and via 
satellite TV on February 28th.

• Billboards in several locations in Kiev

• Press releases were sent to Ukrainian 
media throughout the country before the 
RD Day. Interviews on specific TV 
channels  expressing social-interest.

• Letter writing and email campaign to the 
Ministry of Public Health, Regional Health 
Affairs and institutions.

• Fund raising campaign.







Over 12,000 visits to the RDDay website

Awareness-raising activities across the EU and all 
the way in:

Canada
Norway
Croatia
Russia
Ukraine
and… Armenia!
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