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Hoykéoma Huépa Apoppo@iiiog
O Agvkog ITvpyog Oeocarovikng ko To Anpotiko Ofatpo Ilepord avapeoa ota
KTipuo
OV POTICTNKAV KOKKIVO, 6€ 0A0 TOV KOGHO

Agvtépa, 24 Ampihiov 2017 - Me agopun tov eoptocud g Ioykdomoag Huépog
Awoppogiriag (17 Ampidiov), eufAnpatikd Ktipio ce 0A0 TOV KOGULO «vTOONKOV GTO KOKKIVO.
v EAGoa, o XoAhoyog Tlpootaciag EAAvav Apoppoeiiikmv (ZITEA), coppetéyoviog oty
TaykOcpo TpoTofoviio. evnuépmong Kot gvatsOntonoinong toco v acbevdv, 060 Kol TOL
Kooy yOpw amd TV aciveln TG ALLOPPOPIAING, POTUYMYNCE HE KOKKIVO YpMUo T0 ANUOTIKO
O¢atpo Ilepard ko 1o Agvkd [Mopyo g Oescarovikng, v Kvpuakr 23 Anpidiov. [HapdAinia,
™V 1010 NUEPQ, UTPOCTA O TA POTAYOYNUEVO KTipla dStavepnOnke evnuep®TIKO VAIKO GYETIKA pe
mv acBévela. H evépyela npaypatoromnke pe v guyevikn yopnyio g Bayer EAAGG.

H owpoppoeidia givan pia ex yevetng ypdvia mébnon, n onoia epumodilel tn oot mén tov
aipatoc. O kOprog kivovvog vy éva dTopo pe OHoppoPIdic. elval 1 OVEEEAEYKTN €£0MTEPIKN
apoppayia, n omoio EEKvA ovTOHOTA 1) KOTOTLY KATOoL Tpavpatiopoy. H aveédeyktn ecmtepikn
apoppayia, Kupiwg 6Tovg POEG Kal oTIG apbpmdoelg mpokaiel movo, kabmg kot cofapn BAAPN oTic
apBpwoelc, dvokoapyio, kot odnyet omv avamnpia. TloAlol cwpoppopiiikol avtipetomilovv
coPapég dvokoAieg ot Paoion kol 6e AAAeS dpactnplotnteg NG kabnuepivig Lomg AOY® g
coPapng apBpitdag mov mpokaAeital amd T MOALUTALG aupoppayieg otig apBpdoels. Ymdpyovv
dvo Pacwkd gidn apoppoeirioc: H Ayoppopiria A (EAAeryn mapdyovta VIII) n omoia exknpocmmnel
10 85% 1oV meputtdcewv, evd M B (EMhewym mapdyovra IX), elvar mepimov mévte @opéc
onavidTepn.

YT pEPEC MOG, TO CLUMTOMUOTO TNG OUOPPOPIATNG HITOPOVV VO OVTIUETOTIGTOVV
OTOTEAECUATIKA LE OVOTANP®ON ToL Tapdyovta mENg. Ymdpyovv o000 TpdmOL Yopynons g
Oepancioc: n kat’ emikinon Ogpomeio kot 1 wpoeLAan. H kat’ emikinom Oepomeio amotelel
OVTILETMTMICN TG Ooppayiag, apod avty £xel ekdNA®OEL, v 1 TPOPVAAEN 0POPE GTNV TOKTIKN
My Bepaneiog pe otdyo Vv TPoOAnyN ¢ apoppayiog. EEoutiog e ¢oong g achévelog mov
etvan ek yevetng kot avayvopiletar diebvog wg madnon pe adprot ddpkela (xpdvia mdonon), N
npdsPaon ot Oepoameia etvon {oTikng onuaciog yu Toug acbeveis.

Me agopun| to @etvo goptacpd g [aykoouog Huépog Apoppogiriog, o TIpdedpog Tov
YvArdyov Tlpootasiog EAMveov Ayoppogilikdv, k. TM'dpyog Ouunniong, oniwoe: «Ta tedevtaio
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rpoévVia €xovv yivel omovdaio Prjpato otn Odyveoon Ko Ogpameio ™G opoppoeiriog omd v
emotun. Ta dtopo pe aoppo@irio. uropovv mAéov va (Roovv pia 6xeddv @UoloA0YIKY (N,
apkel BEPata va Exovv TpocPaoct oty KatdAANAN Bepameio. EAnilovpe ko evyopaote 1 Tpdodog
oLt va cvveylotel pe mepiocdtepeg eEgliEelg mov Ba Pertidcovy v mowdtnTa (NG OA®MV TOV
aToN®V pe aipoppo@iMa kol Ba avoifovv véovg dtawlovg ot Bepameion Yoo GAovg OGoVE £xovv
AVAYKI.

Ta dropa pe apoppoeirio eEuanpetovvtal amd tpia kKEvipa evniikev (Adiko, Intokpdrelo
Anvov ko Inmokpdtelo Oecoarovikng) kot ovo Taidwv (ITaidwv Ayia Zogio otnv Abnva Kot
Inmoxpdreio Oeocorovikng). To Kévipo Apodosiog tov T'evikod Adikoh Nocokopeiov AdBnvaov
aroteAel ko 1o EBviko Kévipo Avagopdg Alpoppayikdv Atabécemy.

>mv EAAGoa, vroroyiletar 6T1 vdpyovv mepimov 1000 dtopa pe aploppo@AMa Kot oKOMOL
1000 dropa pe ocvyyeveig apoppayikég dabéceic. Tnv da otiypn, otnv Evpodnn vroloyileton 6Tt
nmaoyovv mepimov 35.000 dropa amd apoppoirio kKot mepimov 305.000 o maykOGHI0 eminedo.

XyeTkd pe to Xorhoyo Ilpootaciog EAvov Awpoppogrikay (XITEA)

O ZVvAroyog Ilpootacioag EAM veov Ayoppopiiikedv (ZIIEA) eivar o Mn Kepdookomikn Opydvmon mov
GTOY0 £YEL TNV HE KABE TPOTO KOl HEGO TPOAY®YN Kot TPocTacic TG (NG Kat TG VYEING TOV ATOU®V LE OLLOpPOPIALaL.

[3pvfnke ommv ABfva to 1964 and yoTpovg mOv EIKELOVTIOL GTNV OVIWETONION THG CUUOPPOPIAING Ko
naoyovtes (dTopa pe apoppo@idia) Kot ofjuepo apfuel mepimov 500 uén (tdoyovieg Kot un) and 6An v EALada. O
Y0Ahoyog dlotkeitor omd entaperés AX. pe tpietn Onteia. To 2015 o THAAoyog yidptace ta 50 xpdvio Tapovsiog Kot
dpdong tov oe o cuveyn mpoomdfeln TPodONoNg TG KAADTEPNG OVVOTNG OVIWETAOTIONG TNG OLLOPPOPIAiaG, TN
S1EVKOAVVON TOV ATOU®V LE ULOPPOPIALD, Y10 T CUUUETOYN TOVG GE€ OAOVG TOVG TOUEIG TNG Kowmvikhg {ong Kot ™
duadoon g 0ELOVTIKNG O0d0Gi0g Yio TNV EXAPKELN OILOTOC KoL TOPUYDY®OV TOV.

O Z.ILE.A. givar pérog g aykoopiag Opydvoong Apoppooiriog (World Federation of Haemophilia), tng
"Evoong Evponaikav ZuAldyov Ayoppoeiriog (European Haemophilia Consortium — EHC), evéd amotelel kot pélog
g Ebvikng Zvvopoomovdiog Atopmv pe Avornpio (E.Z. A.peA)).
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