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The 4th European Symposium on Rare
Anaemias is an activity of the ENERCA project
which aims to disseminate up-to-date knowledge
and increase the public awareness about congenital
and rare anaemias. As in other rare diseases,

the recognition of expert centres, promotion

of best practices and education and training of
multidisciplinary health professionals teams are
basic in order to serve patient needs, both in
diagnosis and case management. Patients are
always at the heart of ENERCA policies, like those
of the Thalassaemia International Federation (TIF),
Thalassaemic’s Organization in Bulgaria (TOB) and
the Spanish group ALHETA.

In this respect, and specifically in the context of
the 4th European Symposium on Rare Anaemias,
the three organisations (ENERCA, TIF and TOB)
have collaborated in setting up the 3rd Bulgarian
Symposium of Thalassaemia patients and
professionals in Sofia, with the scientific support
of ENERCA and integrated in the framework of the
4th European Symposium on Rare Anaemias. The
program includes an interactive session with patient
panellists and doctors, focusing not only on clinical
management but also on prevention and social
action for thalassaemia and haemoglobinopathies.

Lth EUROPEAN SYMP6SIUM

3rd Bulgarian Symposium of Thalassaemia patients and professionals

ENERCA

The European Network for Rare and Congenital
Anaemias is a project funded by the European
Commission (EC) with the main objective of the
establishment of a European Reference Network (ERN)
of Expert Centres (EC) in Rare Anaemias (RA).
www.enerca.org

TIF

The Thalassaemia International Federation (TIF),
founded in Cyprus in 1986 is the global umbrella
organisation of world-wide thalassaemia patients’
associations, with 98 members from over 60 countries
in the world. TIF is an official partner of WHO and is
dedicated to promote equal access to appropriate care
for all patients with thalassaemia.
www.thalassaemia.org.cy

TOB

Thalassaemics’ Organization in Bulgaria (TOB)

have been found in 2007y. as non government
organization, uniting Thalassaemia patients, their
parents and relatives. The activity of Thalassaemics’
Organization in Bulgaria is close related with improving
the treatment, quality of life and social integration of
all concerned. In the last five years, Thalassaemics’
Organization in Bulgaria is in close collaboration with
the leading Bulgarian and world specialists, and it is
one of main accelerators for the implement of latest
developments in diagnostics and treatment, according
to the internationals standards. Also, Thalassaemics’
Organization in Bulgaria is founder and active partner
of National alliance of people with rare diseases,
member of EURORDIS. The long run support and
collaboration with TIF are the solid base of our
success. Thalassaemics’ Organization in Bulgaria

will continue to be an active TIF member and close
collaborator, working towards to better future.
www.otbulgaria.com

HerBppTUAT EBPOMEICKU CUMITO3NYM 38 PEAKN
aHemmm e AesiHocT o rpoekta ENERCA, 4naro yesn
€ /a ce pasnpoCTpaHaBar Han-aKTyasiHu 3HaHna 1
Aa ce nosuLLIaBa obLLECTBEeHATa MHOOPMUPAHOCT
3a BPOAeHN n peakn aHemmmn. Kakto 1 rnpu 4pyrare
pegkn 3ab60s1ABaKHNA, 3aIMO3HaBaHETO C EKCIIEPTHI
LEHTPOBE, HaCbpYaBaHeTo Ha Hau-4obpuTe
1IPaKTUKY U OOYHEHNETO Ha MY JTTUANCLMITITNHEPHN
KU OT 34paBHU CrIeUNaimcT1 ca OT OCHOBHO
BHaYeHne 3a oCPeLYaHeTo Ha HyXanTe Ha
naUNeHTUTE, KAKTO IIPH ANarHOC TULMPAHETO, Taka
1py TPpeTupaHeTo Ha cryvanre. llayneHture ca
BUHaIM B UEHTBPA Ha AEVIHOCTTa U rIpakTukara
Ha ENERCA, karo rean ot MexayHapogHa
TanacemmnyHa Pegepauyns (TIF), Oprarnsaumnara Ha
ranacemynte B bosrapua (OTB) u oprarnsaumnara
ALHETA or Ucnaxns.

B 1asn Bpb3ka, 1 ro-crneynanHo B KOHTeKCTa Ha
4-1usa EBpOnesicku cumnosnym 3a pesrm aHemmy,
Tpute oprarmsaum (ENERCA, TIF n TOB) B
CBTRYAHNYECTBO TOMEXAY CH oprarnsupaxa 3-tma
bbrirapcku cemmHap 3a nayneHT ¢ ranacemms

v crieynanvcTv o 3abosasarHeTo B Cogus,
OCBLUYECTBEH C HayyHara rnogkpena Ha ENERCA

U MHTErpmpaH B pamkuTe Ha 4-tus eBponesicku
cumnosnym 3a pegkn aHemun. lporpamara
BK/1H04Ba MHTEPAKTUBHA CECUA C MaLNeHTH

- Y/IHOBE Ha €KCIIEPTHI KOMUCHN U JIEKAPH,

Karo ce QoKycupa He camo BePXY KITMHUYHOTO
J1€49eHHe, HO CBLUO M BbPXY PEeBeHUNITa 1
coynanHara akTMBHOCT, CBBP3aHN C Tasiacemmara
1 XeMO[I006MHONaTMnTe.
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ENERCA

EBporierickara Mpexa 3a pegku 1 BPOASHN aHeMNN €
TIPOEKT, puHarHcupaH ot EBponesickara komens (EK), ¢
OCHOBHa e/ Cb3faBarHe Ha EBporiesicka pegepeHTHa
mpexa (ERN) or excrieptHu yeHTpose (EL|) rio pegku
aremmm (PA)

WWww.enerca.org

TIF

MexagyHapogHara gegepauyns ro ranacemus (TIF),
cb34aneHa B Kunpp npes 1986 r, e ceerosHara
opraHn3auna LWarnka Ha CAPYXeHN Ha faLneHnTe

C T1anacemus 1o yesma CBAT, ¢ 98 YreHose oT Hal
60 cTparn B ceera. TIF e oguumarneH napTHeop Ha
CBeroBHara 34paBHa OpraHn3aLmsa 1 e nocseTeHa
Ha HacbpyYyaBaHeTo Ha paBeH [OCTbI1 40 MOAXOAALUN
TV 38 BCUYKM TAUNEHTH C Ta/lacemms

www.thalassaemia.org.cy

TOB

L Oprannsnuyna Ha lanacemiynre B bbsrapna’e
cb3gageHa rpea 2007F KaTto HernpasnTesiCTBeHa
opraxnzauna obegquHaBaLLa nayneHTy C lanacemus,
TeXHUTE poauTesm u 6insKu. jedHocrra Ha
,,OpraHnsnuyma Ha Tanacemmynre B bosirapna’e

TACHO CBBP3aHa C rnofgoopaBaHeTo Ha /1e4eHNETo,
KayecTBOTO Ha KXUBOT 1 COLNAIIHATA MHTEMPALNA

Ha Benyvku 3acerHarv. [1pes resu ner rognHu
OpraHn3aymara e B TACHO CbTPYAHNYECTBO C
BogeLynTe O6b/IrapCKu M CBETOBHN CrEeLNamCTi, 1 e
€41H OT OCHOBHUTE KaTaim3aropm Ha BHEPABAHETO Ha
Hall-CbBPEeMEHHa ANarHOCTHKA 1 JIEYEHNE OTIOBaPALYO
Ha BCUYKN MEXAYHAEPOAHN cTaraap . CbLyo Taka
,OpraHnanyns Ha Tanacemmynre B bbsirapusa’e eqmH
OT yYpeanTesinTe 1 64Ha OT OCHOBHUTE ABHXELUN
cunn B ,,HaumoHarneH anmarc Ha Xopa ¢ pegkn
6onectu; kosto e YneH Ha EURORDIS. 3ag ycriexnre
Ha ,,Opraunsnumna Ha Tanacemnynte B brrapua

crou u pamo [o pamo MexgyposgHara TanacemmyrHa
genepauna Ha KOATO CME aKTUBEH Y/1eH 1 PabOTIM B
USKITIOYUTESTHO OSIN3KO CBTPYAHNYECTBO HACOYEHO KbM
Bce 110-4o6po bvgeuye.

www.otbulgaria.com



FRIDAY 18th November 2011

11:00-12:00

PRESS CONFERENCE

SATURDAY 19th November 2011

08:00-12:00
12:00-13:00

13:00-14:30

14:30-15:00
15:00-17:00

17:00-17:30
17:30-19:00

20:00

REGISTRATION

WELLCOME OPENING CEREMONY
Wellcome Messages:
Tob

Bulgarian Society of Clinical and Transfusion Haematology
Tif

Enerca

Bulgarian Official Representative

European Commission-Rare Diseases

PLENARY SESSION |

European actions for haemoglobinopathies

Chair: M. Angastiniotis & R. Stefanov
Epidemiology and prevention of haemoglobinopathies in Europe
European Policies contributing to health reforms
Cross barrier health: legal and ethical analysis performed by ENERCA
European educational resources on rare anaemias: the role of ENERCA

COFFEE BREAK

PLENARY SESSION Il
Clinical management of thalassemia syndromes. Multidisciplinary care
Chair: D. Loukopoulos & D. Konstantinov

Thalassaemia major: Multi-disciplinary care

Pathophysiology and management of thalassaemia intermedia
Hearth failure in Thalassemia major and intermedia
Endocrine consequences of iron overload

COFFEE BREAK

INTERACTIVE WORKSHOP WITH PATIENTS
Haemoglobinopathies and rare anaemias: current situation in Bulgaria
Chair: M. Rangelova & C. Sotirelis

Steps needed to move forward in Bulgaria A professional point of view

Steps needed to move forward in Bulgaria. A public health point of view
Steps-needed to-move forward in Bulgaria. A patient point of view
Expert Patients" Programme

GALA DINNER

SUNDAY 20th November 2011

9:00-10:30

10:30-12:00

[. lvanov

J. Raynov

A. Eleftheriou

J. L. Vives-Corrons
TBD

J. Waligora

12:00- 12:30

B. Gulbis

A. Eleftheriou

C. Romeo

P. Aguilar-Martinez

A. Piga

M. D. Cappellini
A. Aessopos

E. Voskaridou

V. Kaleva
R. Stefanov
I. lvanov
C. Sotirelis

PLENARY SESSION III

Rare anaemias not due to hael

Chair: H. Heimpel &J. Raynov
Congenital defects of iro

Congenital dyserythropo

Hereditary hemolytic anaemias: Membranopathies and enzyme defects
Iron chelation in myelodysplastic syndromes

PLENARY SESSION IV

moglobinopathies

n metabolism. A new diagnostic challenge C. Camaschella
ietic anaemias (CDA). Current situation in Europe H. Heimpel

1. L. Vives-Corrons
G. Mihailov

Alternative management of severe haemoglobinopathies and other rare anaemias
Chair: D. Loukopoulos & D. Konstantinov
Recent advances in the management of Paroxystic

Nocturnal Haemoglobinuria

Clinical management of sickle-cell anaemia in children
Bone Marrow Transplantation. Current situation
Developing new therapies for thalassemia and HbS disease

CLOSING SESSION
TOB

TIF
ENERCA

Poster
Abstract

A Hil

M. Montalembert
D. Pagliara

D. Loukopoulos

D. Slavev
A. Eleftheriou
J. L. Vives-Corrons

Submission
Deadline
November 7th,
2011
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Official Website for the event

www.enerca2011.otbulgaria.com

REGISTRATION AND POSTER SUBMISSION

Please visit the event website for information about
registration and poster submission

Conference venue

THE SYMPOSIUM WILL BE HELD IN THE
PARK HOTEL MOSKVA

OFFICIAL LANGUAGES

Bulgarian- English / Simultaneous interpretation available
for the whole event

Adress: 25 str. Nezabravka, Sofia, Bulgaria TECHNICAL SECRETARY

http://www.parkhotelmoskva.net/indexEN.htm
PARKING IS AVAILABLE

Phone: 00359886839195

How to reach the conference venue?

FROM THE AIRPORT: by Bus 84 to bus stop
“Squere Orlov most” and Metro from St. Kliment Ohridski”
station to station “Joliot Curie”

BY TRAIN: Bus 413 from Central railway station to bus
stop “Russian embassy”

BY METRO: Station Joliot Curie is near by

BY BUS: Bus 413 from Central railway station to
“Russian embassy” bus stop

Hotel reservation

Special rates for the conference Hotel — Park Hotel
Moskva are provided. For reservation, please fill in your
Registration form and e-mail it to otbulgaria@yahoo.com
Registration and accommodation reservation will be
confirmed by e-mail.

PARK HOTEL MOSKVA

Individual Room with breakfast: 45€
Double Room with breakfast: 60€ at early registration

The Hotel Policy of Cancellation is

Upon cancellation of participation fees and hotel
accommodation before October 15, 2011, 50% of the

payments will be refunded. No refunds for any cancellations
after October 15, 2011.

OdmumanHa cTtpaHuua Ha cb6UTHETO

www.enerca2011.otbulgaria.com

PErMCTPALUNA N NPEACTABAHE HA NOCTEPU

Mons, noceteTe oguuymanHara MHTepPHET CcTpaHuLa
Ha cbOUTNETO 3a MH(bOPMaLMA OTHOCTHO

perucTpaums v npeacTaBsHe Ha NocTepu

MacTo Ha npoBe)xaaHe Ha cCboUTUETOo

CUMMNO3NYMBT LYE CE MNPOBE/E B:
IMAPK XOTEJ1 MOCKBA

Adress: 25 str. Nezabravka, Sofia, Bulgaria
http://www.parkhotelmoskva.net/indexEN.htm

TMAPKWHI-HAJTUYEH

O®ULINATIHU E3NLIN
6b/IrapCcKu, aHIMACKN | oCUrypeH CuMynTaHeH
npeBoj 3a nepuoga Ha LfisioTo Crbutme

TEXHUYECKU CBbTPYAQHUK
Mail: otbulgaria@yahoo.com
Phone: 00359886839195

Kak ga cturHete A0 MACTOTO Ha nposexaaHe

Ha KOH(pepeHUunATa??

OT JIETULYETO: c aBTobyc 84 o crivmpka ,[lnowan
OpioB MOCT” 1 METPO OT cTaHuna ,,CB. KnumeHT
Oxpuackn”go ctaHums ,,)Konvno Kropun”

C BJIAK: aBT06YyC 413 0T LeHTpasnHa xn rapa go
cnvpka ,,Pycko noconctso”

XoTencka pe3epBauuA

Ocuryperu ca crieunanHy UeHn 3a xoTena,
KBAETO LUye ce npoBeae KoHpepeHumsTa - [apk
Xoten MockBa. 3a pe3epBauys, MO/ MOMbIIHETE
Baluara PeructpaumoHHa hopma n  usnparere
Ha agpec: otbulgaria@yahoo.com Pernctpaumara
u pesepBaymnaTa e 6bvaar MoTBbPAEHN YPe3
e/1eKTPOHHaTa rnoLya.

C METPO: go craHuus ,,)Konmo Kiopu”

C ABTOBYC: aBT06yc 413 oT L{eHTpanHa xn rapa
Ao cnvpka ,,Pycko noconcteo”

IMAPK XOTEJT1 MOCKBA

EpeHnyHa ctad cbC 3akycka: 45 €

/[lBoviHa cTas cbe 3akycka: 60 € npu paHHa
perucTpaums

NMonutuka Ha xoTen npu oTMAHa Ha pe3epBaUuATa

[Mpy oTMAHA Ha TakcuTe 3a y4acTne u
HacTaHsaBaHeTo B xoTesn rpean 15 oktomspu, 2011 r,

50% o1 nnaiwjaHuaTa e 6vgar Bb3cTaHoBeHN. HAama

Aa ce rnpasn Bb33CTaHOBABaHe Ha raLjaHnAara rnpu

aHynupanusa cnen 15 oktomspu, 2011



Organizing committee

Dragomir Slavev - chairperson Ivan Ivanov
Vladimir Tomov Dr. Denka Stoyanova
Laura Olaya Costa Dr. Michael Angastiniotis

Scientific committee

Prof. Joan Lluis Vives Corrons - chairperson Dr. Maria del Mar Manu
Assoc. Prof. Valeria Kaleva Dr. Androulla Eleftheriou
Assoc. Prof. Julian Raynov Assoc. Prof. Rumen Stefanov
Dr. Patricia Aguilar-Martinez Dr. Carlos Romeo

Prof. Beatrice Gulbis Dr. Pilar Nicolas

Prof. Hermann Heimpel Prof. Andrea Mosca

Dr. Richard van Wijk Dr. Barbara de la Salle
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