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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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Do we need a policy on rare diseases?Do we need a policy on rare diseases?

Common diseases Rare diseases

Diabetes, hepatitis, hypertension, 
stroke…

Ackerman syndrome, Sclerosing 
bone dysplasia - mental retardation 

Many drugs for 1 disease No treatment / too expensive

1 disease – 1-2 specialists 1 disease – team of specialists

Many patients with 1 disease Many diseases with 1 patient
Priority for GPs
Many disease specific programs

Folic acid ? 
Prenatal screening ?

Quick, many lab tests,
Primary/secondary healthcare

Expensive tests (if available)
Delay, High level of expertise  

Awareness 
Information

Patients
Prevention

Diagnosis

Treatment

Follow up
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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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Descriptive Descriptive 
partpart

Prescriptive Prescriptive 
partpart

Health policy 
structure
Health policy Health policy 
structurestructure

Health determnantsHealth determnants

Health needsHealth needs

Aims and prioritiesAims and priorities

Awareness, Education, Prevention

Diagnosis

Treatment

Rehabilitation

+

Awareness, Education, Prevention

Diagnosis

Treatment

Awareness, Education, Prevention

Diagnosis

RehabilitationRehabilitation

TreatmentTreatment

Awareness, Education, PreventionAwareness, Education, Prevention

DiagnosisDiagnosis
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Unmet
health 
needs

Healthcare 
and financial 

resourses

Public
sympathyPolitical 

goodwill
Health policy 
prerequisites
Health policy Health policy 
pprerequisitererequisitess
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Our road to successOur road to success……
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Finally Finally ……

National program
for diagnosis, prevention 
and control of treatment
of hereditary diseases,

predispositions and
inborn anomalies

2009 - 2013

National program
for rare diseases

2009 - 2013

1 policy             2 programs
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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 in Bulgaria.

Priorities:
1. Epidemiological data surveillance
2. Training of medical students and doctors 
3. Boosting research on rare diseases
4. National awareness campaigns
5. Support of patient associations 
6. Collaboration with other EU member states 

ProjectProject

““National National programprogram for rare diseases for rare diseases 20092009--20132013””
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National 
Consultative 

Council 
for Rare 

Diseases 

Expert groups
at medical scietific

societies

Ministry of Health
National Drug Agency

National Health Insurance Fund

Sofia

National register of patients with rare diseases

Plovdiv Pleven Varna Stara 
Zagora

Referent counseling offices for rare diseases

ProjectProject
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General practitioner Medical specialist Hospital healthcare

Population

National network
of referent counseling offices for rare diseases 

Centres of Expertize 
for prevention, diagnosis, 

treatment and rehabilitation of 
a single rare disease 
or group of diseases

National register of patients 
with rare diseases

Referent 
research centre 

for rare diseases 
in Bulgaria

Reference centres 
and networks 

for rare diseases 
in EU

Sofia Plovdiv Pleven Varna St. Zagora

ProjectProject
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