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Information Centre for Rare
Diseases and Orphan Drugs

I'T:n Information Centre for Rare Diseases and Orphan Drugs (ICRDOD) is:
— Educational and information service '
— In Bulgarian and English languages

— Personalized replies to requests from
o Patients
e Families
* Medical professionals

— Free of charge

A project of the Bulgarian Association for y
Promotion of Education and Science (BAPES) *
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BULGARIAN
NATIONAL PLAN

FOR RARE DISEASES
(Project)

The project “Namoaal plan for rare diseases 2007-20117 is wantten accordng 00 an
order of the Menister of health - Pred Radealny G RO 051243 5 2006) by e
woskgroup: Awsos. Brof. Der Renes Scefmoy (chairmm), Prod. Der Praskeva Scamenova
Prof Dhr Wikolm Trankos

D-r Sabema Zahaneva, Prof. Der Trmlo Tumer, Asos
Prof Der Vener Boymova, Assos Prof Der Manana Murdgeva, D-r Radks Tmcheva, D
Svetfana Spasova, Der Sumeon Darskcluev, Peling Descheva Gahs Stmesovs snd
Wiadumur Tomen

The expert proup 1 grasefiil for the suppoet of Doy Domenics Tanncid (Director of

The Nattomal Centre for  Rase Deseaser, Italy). Prof Segolene Ayme (Leader of Rae

Daseaney Task Force (RDTFL DG SANCO, EC ad ORFHANET). Mr Ya Je Cam

LVRORDIS) Prof D-r Petar Tivchey (chairman of the Bulganan

wocnetyh  Assow. Prof Do Juba Dhorpova (chowmian of e
ooy, Prof Der lvo Deenitvor (Medical Univerury = Plovdiv)

Teamn of 14 consultants.
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Do we need a policy on rare diseases?

Rare diseases

Awareness
Information

Ackerman syndrome, Sclerosing
bone dysplasia - mental retardation

Patients

Many diseases with 1 patient

Prevention

Folic acid ?
Prenatal screening ?

Diagnosis

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

Treatment

No treatment / too expensive

Follow up

1 disease — team of specialists
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Current level of GP's awareness on RD

I cant guess
up to 5:10'000 right now

5106 GPs 20% 2%

I

1993 (39%)
random sample

Rare is a desease,
affecting...

| cant guess

J L @ up to 1:100'000 x riggtzor;ow
1007 (51%) >
participated

People with RD
in Bulgaria are...

Sex ratio M/F = 1:1.5
Mean age = 45.9 yrs
Practiece = 19.2 yrs

approx.
approx. 50'000 450'000
61% 7%

www.raredis.oro
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Treatment
Prescriptive
Diagnosis > part
Awareness, Education, Prevention
| ' Health policy
T T T7U < structure

Aims and priorities

T 17 17 1T

Health needs >

T T 1 17

Health determnants

Descriptive
part
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Healthcare
and financial
resourses

Political
goodwill

Health policy
prerequisites
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News : National program for rare disease:

Posted by rumen on 2004/11/11 23:52:00 (1152 reads)

Today, the Bulgarian Association for Promotion of Education and Science [BAPES) deposited at

the Bulgarian Ministry of Health an official proposal for establishment of National program for
rare diseases and orphan drugs (Reg. Mo, 15-00-151,/11.11.2004].

There are & specific items, explained in the proposal:

. To add rare diseases in the National Health Strategy of Bulgaria.

. To prepare a National program for rare diseases and orphan drugs.
adapt and accept regulations, based on the existing EU practice.
. To establish and update a list of rare diseases.
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5. To invelve the regional centers of healthcare for providing health information and education about rare
diseases and orphan drugs.

6. Collaboration for improving the Information Centre for Rare Diseases and Orphan Drugs and its portal
www,. raredis.org.

We will keep you informed about the decision of the Ministry of Health and all subseguent activities.

S
Previous article - Next article J
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NEws : Mational program for rare di:

Fosted by informer on 2006/2/23 2:10:00 (853 reads)

On 2th of February 2006 the ICRDOD deposited at the Bulgarian Ministry of Health a proposzal
for establizhment of 2 Natonal Program for Rare Diseases and Orphan Drugs in Bulgaria, The
proposal is stressing on the importance to place in the full glare of publicity the problerns of the
patients with rare dizseases, as well asz theirs doctors, The initiative iz supported by leading
European organizations like RDTE and ORPHANET, EURDORDIS, CHMRE, as well az key opinion
leaderz frorm Bulgaria like Prof. 1, Jorgova, Chairmman of the Bulgavian Society of Cardiclogy, Prof, Dr P,

Stamenowva, Chairman of the Bulgaran Society of Meurology, and Prof. P, Tivchev, Prezident of Bulgaran
Orthopedic -Traumatology Society., We will keep vou informed with the progression of this initiative,

Mews : Mational Program for Rare Diseases

Posted by informer on 2006/12/5 22:10:00 (372 reads)

On 24th of Novermber 2006, a project of Hational Program for Rare Diseases Z2007-2011 in
Bulgaria was deposited at the Bulgarian Ministry of Health [Ref, N¢ 96-P-48] by an expert
group, The aim of the prograrm is to create a unified national health policy, providing the

Bulgarian citizens with prevention, tarmely diagnostics, adequate treatment and rehabilitation
for rare dizeaszes,
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Finally ...

1 policy == 2 programs

(@

)

for diagnosis, prevention

&,

National program

and control of treatment
of hereditary diseases,
predispositions and
iInborn anomalies
2009 - 2013

w
www.raredis.oro
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National program
for rare diseases
2009 - 2013
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“National program for rare diseases 2009-2013"

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.

o0 bk W

Epidemiological data surveillance

Training of medical students and doctors
Boosting research on rare diseases
National awareness campaigns

Support of patient associations
Collaboration with other EU member states

Project www.raredis.oro
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Ministry of Health
National Drug Agency Expert groups

National Health Insurance Fund

at medical scietific
societies

National
Consultative
Council
for Rare
Diseases

S

National register of patients with rare diseases

Referent counseling offices for rare diseases

Project www.raredis.oro
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Centres of Expertize

Reference centres . . .
and networks for prevention,diagnosis,
for rare diseases treatmentand rehabilitation of for rare diseases

in EU asinglerare disease in Bulgaria
or group of diseases

National register of patients
with rare diseases

Referent
research centre

Sofia Pleven St. Zagora

National network
of referentcounseling offices forrare diseases

t t t

General practitioner Medical specialist Hospital healthcare
Population
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