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• Information Centre for Rare Diseases and Orphan Drugs (ICRDOD) is:

– Educational and information service 

– In Bulgarian and English languages

– Personalized replies to requests from 

• Patients

• Families

• Medical professionals

– Free of charge

• A project of the Bulgarian Association for 
Promotion of Education and Science (BAPES)

Information Centre for Rare Information Centre for Rare 

Diseases and Orphan DrugsDiseases and Orphan Drugs
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Forwards the inquiry 
to a consultant
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PediatricsPediatrics

Internal diseasesInternal diseases

SurgerySurgery

Team of 14 consultants

Information sources used:Information sources used:

� MEDLINE and OMIM 

� Specialised medical literature 

� Internet information sources
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First Eastern European Conference on Rare First Eastern European Conference on Rare 

Diseases and Orphan Drugs Diseases and Orphan Drugs –– 27 27 MayMay 20052005
www.conf2005.raredis.org

AwarenessAwareness
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Main sponsor:Main sponsor:

SponsorsSponsors::

�� 184 184 participantsparticipants
�� 21 21 countriescountries

�� 16 16 speakersspeakers
�� 30 presentations30 presentations
�� 98 98 postersposters

Second Eastern European Conference on Rare Second Eastern European Conference on Rare 

Diseases and Orphan Drugs Diseases and Orphan Drugs –– 88--9 Sept9 Sept 20020066

www.conf2006.raredis.org
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Diseases and Orphan Drugs Diseases and Orphan Drugs –– 88--9 Sept9 Sept 20020066
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Third Eastern European Conference on Rare Third Eastern European Conference on Rare 

Diseases and Orphan Drugs Diseases and Orphan Drugs –– 11--2 March2 March 20020088

Category n Proportion

Doctors 106 55%

Government 12 6%

Industry 11 6%

Patients 23 12%

Students 40 21%

Total 192 100%

Main sponsor: Sponsor:
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Third Eastern European Conference on Rare Third Eastern European Conference on Rare 

Diseases and Orphan Drugs Diseases and Orphan Drugs –– 11--2 March2 March 20020088
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Inauguration of the new office of ICRDODInauguration of the new office of ICRDOD
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Current level of GPCurrent level of GP’’s awareness on RDs awareness on RD

5106 GPs

1993 (39%) 

random sample

�

1007 (51%)

participated

Sex ratio M/F = 1:1.5

Mean age = 45.9 yrs

Practiece = 19.2 yrs

I cant guess 

right now

25%

up to 1:100'000

55%

up to 5:10'000

20%

I cant guess 

right now

32%

approx. 

450'000

7%

approx. 50'000

61%

Rare is a Rare is a deseasedesease, , 

affectingaffecting……

People with RDPeople with RD

in Bulgaria arein Bulgaria are……

2.3%2.3%
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National Alliance National Alliance 

of People with Rare Diseases of People with Rare Diseases –– 14 April 200714 April 2007
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European Project for Rare Diseases National European Project for Rare Diseases National 

Plans Development (EUROPLAN)Plans Development (EUROPLAN)

• 17 countries

• 3 years

• 1.1 M euroNetworkingNetworking
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The aim of the program is to create an adequate institutional 
framework and mechanisms, ensuring timely prevention, 
diagnosis, optimal treatment and rehabilitation of patients with rare 
diseases (genetic, birth defects and non-inherited diseases) in 
Bulgaria.

ProjectProject

National program for rare diseases 2009National program for rare diseases 2009--20132013

(genetic, birth defects and non(genetic, birth defects and non--inherited diseases)inherited diseases)
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Priorities:
1. Epidemiological data surveillance
2. Improving and expanding neonatal screening programs
3. Improving prevention and diagnostic services for rare 

diseases with genetic origin
4. Integrative approach and social integration
5. Training of medical students and doctors 
6. Boosting research on rare diseases
7. National awareness campaigns 
8. Support of patient associations 
9. Collaboration with other EU member states 

National program for rare diseases 2009National program for rare diseases 2009--20132013

(genetic, birth defects and non(genetic, birth defects and non--inherited diseases)inherited diseases)

ProjectProject
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Our road to successOur road to success……
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Unmet
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4th Eastern European Conference for Rare Diseases 4th Eastern European Conference for Rare Diseases 

and Orphan Drugs and Orphan Drugs 

"TOGETHER FOR INTEGRATIVE APPROACH "TOGETHER FOR INTEGRATIVE APPROACH 

TO RARE DISEASES" TO RARE DISEASES" 

2525--26 April 2009                                                  P26 April 2009                                                  Plovdiv lovdiv 

BulgariaBulgaria


