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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
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» Medical professionals

— Free of charge
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MotpebuTancko Kmea:

MNapona:

Zabpasena napona?

Parnctpupaiite ce ceral

Mopkpena ot
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HA
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Clinical Research Centre for
Rare Diseases
"Aldo e Cele Dacco™,

Mario Negri Institute, Italy

Bulja;ian society
of Neurology

(1)234..127 »

PEaku BONECTM : CMHAPOM HA LENNOX-GASTAUT

fycrare ot informer na 2008/7/14 10:10:00 (B0 mpowrarms )

.

Komeuntapw?

Ktm Hawata Gaza gaHHu e gofaeeHo Hoeo paako zafonAeaHe — Cuuapom Ha Lennox-Gastaut. CuHapomeT Lennox-Gastaut (LGS) ce
HEPAKTEPUIMEE C TPMEASTS OT NOAMMOPGHKM MEHEDENNIMPEHN NPUCTENM (TOHUYHK, STOHWYHK S6CaHOM MAKM BTOHMYHK], reHepanuzMpadH GaeHn
KoMAnekon Nka-BasHa eenHa Ha EEM W yMcTESHO MzoCTaEaHe. 33 A3 NoNy4MTE NoBedve MHBOPMEUMA HETUCHETE TWK W NOMEIHETE CEOTESTHUA
Mogyn. ONMCaHKMEeTo & NOArOTESHO OT HEWWA KOHCYATEHT No NeAMaTpWa -aou. a-p Mean WeaHoe, awm.

HOBHHMK :

MNMroMEHKM B EKMNA HA ULIPBNC

Tepcene

[eTainHo TbpceHe
Hawwre KondepeHyun

g 2008
RARE DISEASES —

PREVENTION,
DIAGNDSIS, TREATMENT

First Mational
Conference

fyckare ot informer na 2008/6/26 10:00:00 (161 mp )]

Tozn Meceu HIECTEMNWMXE E3XHW NPpoMeHK B exuna Ha MUPEMNC. Mxa MapueTta MrapeHcka HanyoHa LenTepa v we npoasnxy npodecioHanHaTa
W KapWvepa KaTo nocuxonor. M-H MFeopri Mokpoe ce NpyuckeavHy KeM exkuna Ha MUPENC kaTo TexHHMYeCkn CeTPYAHWK. Yonex Ha MapueTa u
nonzoteopHa paboTta Ha Meopru!

Komeuntapn?

JEKAPCTBA-CHPALIM JIEYEHHME HA ACTMIHPALLH

EH MHEEM

HT, HZUCKBAILL HHTYBALIHA H MEXAHWYHA BEHTHNALMA

Myckare ot informer na 2008/6/25 10-10:00 (163 mp )]

2005

@ Promotion of Healthcare and
q‘ Research on Rare Diseases
\ and Orphan Drugs in

wEastern European Countries

Ha 10/07/2007 rogMHa B CNWCEKE HE KEHAWASTCTEALMTE MNPOAYKTHM 338 CTATYT Ha NeKapcTEa-cvpauwn B EC e perucTpipaH HOB MEeiWKaMeHT noa
Homep 457, YMATO aKTUEHA CeCTaeka e flycuny MpeaHa;

e 33 Ha ac ", MEHCKBAW MHTYBauma »

MexauuuHa BenTMnaumsal).

a

Komeuntapn?

Pu

ED : CHMHAPOM HA CHEDIAK-HIGASHI

Myckare ot informer na 2008/6/20 10:10:00 (216 mpowrarms )
PubMed, nopTaneT za BMOMEAMUKMHIKE M H3YHHE NMTEPaETYPa WHASKCWDE WHTEDECHa CTaTMA Ha Tema CuHapom a Chediak-Higashi
{Curr Opin Hematol. 2008 Jan;15(1):22-9.). Aetopw ca Kaplan ] De Domenico I Ward DM » gp., ot Department of Pathology,

University of Utah School of Medicine, Salt Lake City, Utah, USA. CuHapomeT Ha Chediak-Higashi e prako aeTozomHo peuscueHo PUb ed
zabonAeaHe, onucaHo npeaw noeede ot 50 roawHKr. XapakTepuzvpa ce C XMAOOMMIMEHTEUWA, DEUMAWENDEWN MHDeKLAK, NeKo

HEPYWEeHD KPEEOCECMPBIHE W HEEDONOrMYHK Npofnemy. JIeKyEa C2 C TDEHCNNSHTIUMA H3 HOCTEH MOIEH, HOSTO NoAoDpABS XEMaTONOrUYHWUTE K
WMYHOAOMMHHKM A2 GHUKMTH, HO HEEpONOrM4HWTE Npobnemu NepcicTMpaT. KAMHMHYHKTE WICNeAESHMA C3 OTKDWAWM MyTauuk B CHS1/LYST reda. Buaet Ha
MYTEUMATS ONpeaenn TexecTTa Ha zafonAeaHeTto. MzydaeaHeTo HaE Tesn MyTauu we obacHl kak CHSL/LYST reHeT BnMAS Ha XEMaTONOrMYHWTE, UMYHHWTE K1
HEEDONCrMYHWTE NPOUSCH. 38 43 NPOYETETE MEAHOTO DESOME HE CTETHMATE, HETMCHETE TVK.

www.raredis.org
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Rare Dhigases Euro

First Eastern European Conference on Rare
Diseases and Orphan Drugs — 27 May 2005

Promotion of Healthcare and Research on Rare Diseases and WWW [} co n f2005 ] ra red i s ] o rg

Orphan Drugs in Eastern European Countries

resulfs, facts, speakers, media, conference webcast

MORNING SESSION

[ Home

Speaker Presentation Broadband Dial-up
e Mational health ] video HY 3 video
[ Mission policy and rare [31.5 mB] Lg [10.5
diseases MB]

[¥ Morning Session With the support

O] pownload POF and partnership of

[ afternoon Session [77 KB] the Ministry of
[8] Photo Gallery Health of Bulgaria
Dr. Nikola Sabev e
[} stay Tuned Ministry of Health, Bulgaria
Orphan drugs B viden HQ & videa
addressing [16.6 MB] L [5.5
patients' needs MB]
across Europe Under the auspices
Sponsors: 0 Download POF of the Mayor of
[117 KB] Plovdiv
Mrs. Melanie Carr Al Ehasnanels Comm
m European Medicines Agency Official media &
(EMEA)
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Main Sponsor The role of patient |3 Yideo HQ 3 video
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improving the MB] “’Llﬂb—
quality of life of

people with rare
diseases

Official printing
partner

@] Cownload POF
[142 KB]

sanofi aventis

Mrs. Christel Nourissier
European Organisation for
Sponsor Rare Diseases (EURORDIS)

Towards an optirnal |[B] video HQ O video

framework for rare |[27.3 MB] Ly [9.1

disease therapies MB]
—-— in Europe
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Second Eastern European Conference on Rare
Diseases and Orphan Drugs — 8-9 Sept 2006

Main sponsor:

h NOVARTIS ‘

Sponsors:

——

84 participants
1 countries

N =

6 speakers
0 presentations
8 posters

sanofi aventis
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www.conf2006.raredis.org
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Second Eastern European Conference on Rare
Diseases and Orphan Drugs — 8-9 Sept 2006

Dr. Marlene E. HAFFNER
Office of Orphan Products
Development, FDA, USA

Prof. Josep Torrent-Farnell
Committee for Orphan
Medicinal Products, EMEA

Prof. Ségolene AYME
ORPHANET, RDTF

Dr. Domenica TARUSCIO
National Centre for Rare
Diseases, ltaly

% Dr. Catherine BERENS e
. ' DG Research - RTD- F2, 7 Mrs. Christel NOURISSIER

o<, European commission mm '\ . EURORDIS

www.conf2006.raredis.org

www.raredis.org




INFORMATION CENTRE FOR RARE DISEASES AND ORPHAN DRUGS

WHOOPMALWOHEH LIEHTBLP 3A PEfIKH EONIECTV M NIEKAPCTBA CHPALIM [ orphaneat

BUILGARIA

Third Eastern European Conference on Rare
Diseases and Orphan Drugs — 1-2 March 2008

Category n Proportion
Doctors 106 55%
Government 12 6%
Industry 11 6%
Patients 23 12%
Students 40 21%
Total 192 100%

Main sponsor: Sponsor:

U NOVARTILS

rame

www.raredis.org
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Diseases and Orphan Drugs — 1-2 March 2008
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Current level of GP’s awareness on RD

| cant guess
right now
25%

up to 5:10'000
20%

Rare is a desease,
affecting...

5106 GPs

g

1993 (39%)
random sample

Lo

| cant guess
right now
32%

up to 1:100'000
55%

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.org
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National Alliance
of People with Rare Diseases — 14 April 2007

—
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European Project for Rare Diseases National
Plans Development (EUROPLAN)

Eurcpa > Eurcpean Commission

What is PHEA

Home

Calls

> Call for Proposals 2007
= Call for Tenders
> Info Day 2007

Links

> European Commission
Public Health

* Health-EU Portal

> European Commission
> Europa Portal

> EU Agencies

Programme 2 Calls Technical Meetings National Focal Points Contact Us

Call for Proposals 2007
Programme of Community Action in the field of Public Health (2003-2008)

Commission approves 63 projects

On & November 2007 the European Commission approved Community co-financing for 63 projects in the field of public health, according to the
amended annual work plan for 2007.

In addition, the Commission established a reserve list of eleven projects, which could receive Community co-financing within the limits of further
available appropriations.

Here you consult the approved list of the projects awarded with grants and the reserve list. Please note that the order in which the projects are
listed in the reserve list constitutes the order of priority.

The Public Health Executive Agency has assessed the evaluation process of the 2007 call for proposals. Mow, you can check the summary of
the report, the full report will be published by the end of November 2007.

Details of the exclusion, selection and award criteria can be found in the document "General principles and criteria for the selection and
funding of actions under the "Public Health” Programme".

SA English_ |~
o

Search

Site Map | Date: 2007-11-10

What's New

> Commission approves 63
projects

> New Programme adopted

Special Topics

> Call for Proposals
= Projects abstracts

= List of funded projects

Documents

> Info Day IT issues video
> Call FAQ

> NFP List

> Info Day presentations

> Call 2006: evaluation

m

s Call for proposals 2007 [=] &<
» Work Plan 2007 [ta] [es] [cs] (d] [de] [et] (o] [en] [fe] [3t] [fw] [14] (o (o] (o] [e#] [ro] ] [5T] (5] [o] 2 pe

Networking

www.raredis.org

« 17 countries
« J3years
1.1 M euro
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Select language

d [ News : National program for rare disea
Site translation Posted by rumen on 2004/11/11 23:52:00 (1152 reads)
! I] E I] - Today, the Bulgarian Association for Promotion of Education and Science ([BAPES) deposited at

Pane Dy Eosgle INmAnie the Bulgarian Ministry of Health an official proposal for establishment of National program for

Menu rare diseases and orphan drugs (Reg. MNo. 15-00-151/11.11.2004].

News

Articles There are & specific items. explained in the proposal:

Forums 1. To add rare diseases in the National Health Strategy of Bulgaria.
ik 2. To prepare a National program for rare diseases and orphan drugs.

Links 3. To adapt and accept regulations, based on the existing EU practice.

About Us 4. To establish and update a list of rare diseases.

Contact Us 5. To invelve the regional centers of healthcare for providing health information and education about rare

diseases and orphan drugs.

RSS News 6. Collaboration for improving the Infoermation Centre for Rare Diseases and Orphan Drugs and its portal

Registered Users www.raredis.org.

L:JE.EFFIEFI'IE: We will keep you informed about the decision of the Ministry of Health and all subsegquent activities.

informer

Password: .

e v A

S 4
3 Previous article - Next article 4 J

UserLogin

Lost Password?

Lobbying www.raredis.org



INFORMATION CENTRE FOR RARE DISEASES AND ORPHAN DRUGS

-q‘
WHOOPMALWOHEH LEHTBP 3A PEAKW BONECTH W NEKAPCTBA CHPALIA ﬁ_(&
EURORDIS

R Diseased Eurcpa

orphanet

Mews : National program for rare dise

Posted by informer op 200672723 2:10:00 {859 reads)

On 2th of February 2006 the ICRDOD deposited at the Bulgarian Ministry of Health a proposal
for eztablizhrent of 2 Natonal Program for Rare Diseases and Orphan Drugs in Bulgaria, The

proposzal is stressing on the importance to place in the full glare of publicity the problerns of the

patientz with rare diseases, as well as theirs dodtors, The initiative is supported by leading
European organizations like RDTE and ORPHARET, EURORDIS, CHMR, as well as key opinion
leadersz from Bulgaria like Prof. 1. Jorgova, Chairmman of the Bulgarian Society of Cardiclogy, Prof, Dr P,
Stamenova, Chairman of the Bulgarian Society of Meurology, and Prof. P, Tivchev, President of Bulgaran
Orthopedic -Traumatology Society, we will keep vou informned with the progression of thiz initiative,

MEws : Mational Program for Rare Dise.

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

On 24th of Novermber 200&, a project of National Program for Rare Diseases 2007-2011 in
Bulgaria was deposited at the Bulgarian Ministry of Health (Ref. N¢ 96-P-4&0 by an expert
group, The aim of the program iz to create a unified national health palicy, providing the

Bulgarian citizens with prevention, tarmely diagnostics, adequate treatrent and rehabilitation
far rare diseases,

Lobbying www.raredis.org
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National program for rare diseases 2009-2013
(genetic, birth defects and non-inherited diseases)

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.

m www.raredis.org
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National program for rare diseases 2009-2013
(genetic, birth defects and non-inherited diseases)

Priorities:
Epidemiological data surveillance
Improving and expanding neonatal screening programs

Improving prevention and diagnostic services for rare
diseases with genetic origin

Integrative approach and social integration
Training of medical students and doctors
Boosting research on rare diseases
National awareness campaigns

Support of patient associations
Collaboration with other EU member states

m www.raredis.org
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Political
goodwill

Health policy
prerequisites
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4th Eastern European Conference for Rare Diseases
and Orphan Drugs

"TOGETHER FOR INTEGRATIVE APPROACH
TO RARE DISEASES"

b g - o e o R e

25-26 April 2000, TS CLSMENE~ Plovdiv

s Bulgaria




