YV0AAoyoc¢ Ilpootaoiog
twv EAAvwv Alpoppodtiikwv

SOMATEIO ANATNQPIZMENO - ETOX IAPYXEQY 1964

IMNEA MEAOS THE TATKOEMIAY OMOZIONAIAS AIMOPPO®IAIAY (W.F.H.)
MEAOX THE EYPQIAIKHE ETAIPIAZ AIMOPPO®IAIAS (E.H.C.)

Aoixntiko ZupPovio Tuiidyou T. Ilitraddxn
IMpbéedpog T'ev. lpoppotéag MeAn Moévipog Exnpoowmog
A. Bepikiog I. Purridng I'.Kopocidov tov XIIEA otnv WFH kou EHC
Avtimpoedpog Topiag E. XéApung

A. ITepdikng I1. Towxkog X. Macovpog

AgAtio TUnou
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oe ABriva ka1 @scoalovikn

ABnva, 16 AntptAiov 2015

JUUUETEXOVTOG OTNV TIOYKOOULO TIPOOTIABEla evnuépwaonG Kol gualobntomoinong ywo tnv
awoppodhia, aAda kot pe adopun ta 50 xpovia napouciag tou uAAoyou MNpootaciag EAARVwV
Alpoppodlikwy, dwtiloupe pe KOKKIVO XpwHa SUO0 KEVIPLKA onueia, oe ABriva kal @ecoalovikn
oautn tnv MNapaokeuny 17 Anpliov 2015 pe adopun tnv Maykdoula Huépa Awpoppodhioag. e
ouvepyaoia pe tov Opyaviopd MoAtiopou, ABANTIopoU Kat NeoAaiag Afpou ABnvaiwv kal Tou
Anpou Oeococalovikng, To Mvevpatikd Kévipo tou Anpou ABnvaiwv kat o Agukog MUpyoc TG
Oeoocalovikng 6a PwTIOTOUV PE KOKKLWVO XpwHa, evw TtapdAAnAa Ba StavepnBel evnuepwtikod
UALKO OXETIKA PE TNV mabnon tng atpoppodAiag. Xpnowuomowwvtag tn SUVORN TOU KOKKLVOU
XpwHatog, o UAAoyog Mpootaociog EAAVwY Alpoppod MKWV OTOXEVEL OTNV EVNUEPWON TOOO
TWV TAOYXOVTIWV 000 Kol EUPUTEPA TNE KOWVAG YVWHNG OXETIKA UE TNV TABnon tng atpoppodiiag
KalL TN onuaotia mou €xetL N mpoofacn otn Beparmneia WoTe TA ATOUA HE alpoppodAia va UImopouV
va {ouv pLa puactoroyikn Lwn.

H evépyela MpayLOTOTIOLEITAL LE TNV EVYEVIKI Xopnyla tTn¢ Bayer.

H awwoppodhia eival pio kAnpovopiky mabnon, mou cuvodelEL TO ATOMO AT TN OTWYUAR TNG
Yévvnong tou. Mpokettal yla g algoppayikn diatapaxr mou eumnodilel tn owoth mAEn tou
atpatog. O kUpLog kivduvog yla éva atopo pe awdoppoddia eival n aveEAeyKTn €0WTEPLKN
oawoppayila, n omoila €eKvA QUTOMATA 1 KATOMLV KAMOLOU Tpavpatiopou. H ave€éleyktn
EOWTEPLKA alpoppayia, Kuplwg otoug pUEG Kol oTlg apBpwoel mpokaAel movo, Kabwg Kal
coBapn BAABN otic apBpwoelg, pe amotéAeopa Suokapdia, kol ev TEAEL 0dnyel otnv avamnnpia.
Ta meplocodtepa ATOpO HE alpoppodihia aviipetwnilovuv coBapeg SuokoAieg otn Badlon kot oe
AaA\eg SpaatnplotnTeg TN Kabnuepvig Lwng Adyw tng coBapng apbpitidac mou mpokaAeital amno
TIC TOANQTTAEC aLpoppaylec oTIC apOpwoELg.
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Yniapxouv 6Uo Baoikd tumot atpoppodriag: H Apnoppodiia A (EAewdn mapdyovta VIl n onoia
EKTPOOWTIEL TO 85% TWV MEPUTTWOEWY, eVvw N B (éAewpn mapadyovta IX), elval mepimou mévte
dopéc omaviotepn.

JAUEPO UTMOPOUUE VO QVILLETWTIIOOUPE TNV apoppoddia, Xwpl¢ wotdoo va UMOPOUUE va TN
Bepamnevooupe. ETOL, OVTIUETWII{OUME TA CUMMTWUATA TNG alpoppodAiag pe avamAnpwaon tou
napayovia mAENG, Tou Aelmel amd 1o aipa, pe evbodAEPfla €yxuon. Ymapxouv SUo TpoOMOL
xopnynong tn¢ Bepaneiag, n kat’ anaitnon Oepancia (on demand) kat n ntpodpuAagn.

H kat’ anaitnon Ogpaneia onuaivel avileTwrion Tng alpoppayiag, adol auth €xel ekdnAwbel
KOl EXEL WG ATIOTEAECHA TNV TTAUCN TNG aLoppayilag LOALG SpAaoeL o mapayovtag.

H mpoduAagn onuaivel tnv taktikn AnPn Bepaneiag pe otoxo tnv mpoAndn eudaviong g
alpoppayiag. H mpoduAakTikn aywyr], KOALOTA, anodeiytnke OTL EAAXLOTOTIOLEL TOV APLOUO TwV
OLUOPPAYLWY OTI apBpwoelg, Ue amotéAeopa va Tpoduldocostal n Asttoupyla Toug Kal va
npoAappavetal n avannpia. ZUVenwe, n Bepamneia autr elvol HAKPOTPOBECUA OLKOVOULKOTEPN,
eneldn e€aleidel o uPNAO KOOTOG, TO omoio oxeTileTal Ye TNV Ppovtida Twv apBpwoewv Tou
€xouv umootel BAGPN.

«Ta tehevutaia 50 xpovia €xouv kataypadel MOAU onuavtikég e€eAielc otn Slayvwaon Kal Tt
Bepamela NG alloppodAiag pe amotéAeopa orfpepa MAEOV TO ATOMA ME alpdoppodia va
umopoUv va {foouv pia ¢uactohoyikn Lwr apkel va €xouv mpoofacn otnv KataAAnAn Bepareia.
Euxopaote ta emopeva 50 xpovia va SoUpE akOpa MEPLOoOTEPEG e€eAitelc mou Ba cupBailouv
otnv BeAtiwon tng molotnTag TNG {WNG TWV ATOPWV HE alpoppodhia HEow £yKalpng Slayvwon,
evnuépwong, aAAd kupiwg mpooBaong otn Beparmeia yia 6AouG», SAwWCE o K. AnuATeNng BepUKLOG,
Mpoedpog Tou ZuANGyou Mpootaciag EAAVwY AlpoppodAtkwv.

Itnv EANGda onpuepa umohoyiletal OtL untdpyxouv mepimou 900 atopa pe Alpoppodhia. Tnv dla
otyun otnv Eupwnn unolAoyiletal ot maoyouv nepimouv 33.000 amnd Awpoppodilia kot mepimou
250.000 maykoopta. Ot aplBuol avtol amodelkviouv TNV oIavVLOTNTA TNE VOOOU.

Ta datopa pe ailpoppodlia efumnpetouvtal and tpia kévtpa evnAikwv (Adiko, ITumokpdtelo
ABnvwv Kal Imnokpatelo @scoaiovikng) kat duo naidbwv (Maidbwv Ayia Zodia otnv ABrva kat
Imnokpatelo @socoahovikng). To Kévtpo Awpodooiag tou Mevikol Aaikou Noookopeiou ABnvwv
amoteAel Kal to EBviko Kévipo Avadopdc Alpoppaykwy AlaBEéoewv.

To kaBe atopo pe awpoppodlia pmopel va efumnpeteital amd ta mpoavoapepOUEVO KEVTPQ,
ovAAoya LE TO TOLO TO €EUTNPETEL KAAUTEPA OO XIALOUETPLKAG amoPnc.

O ZXUAMAoyog Mpootaociag EAAAvwv AwoppodiAikwv (ZMEA) eivat pa Mn KepSdookorikn
Opydvwon eBgAovIwVv MOOXOVIWY, TIOU OTOXO £XEL TNV UE KAOE VOULUO TPOTIO KoL LECO TIPOAYWYN
Kall TpooTaoia TNG {wng KAl TNG UYELOG TWV OTOUWY HUE alpoppodiia.

I6puBnke otnv ABrAva to 1964 amd TMAcXOVieC (Atopa e awdoppodlAia) Kol ylatpoug Tou
€LOIKEVOVTOL OTNV AVILWLETWTILON TNG alpoppoddiag kal onuepa aplbuel mepimou 500 péAn
(mdoyovteg ko KNdeUOVECG maoxovTwy) art’ 0An tnv EAAada. O ZUAAoyog Slolkeitol and eNTaAUeAEC
A.Z. pe tpleth Onteia. M€tog o ZUAAOYOG ylopTtalel Ta 50 xpovia mapouaciag kot 5pAcng Tou o€ i
ouvexn mpoomnadbela mpowdnong tng KAAUTEPNEG SUVATAG AVTLUETWIILONG TNG alpoppodiiiag, Tn
SleUKOAUVON TWV OTOUWY UE alpoppodlAia ylo T CUPUETOXA TOUG O OAOUG TOUG TOMELG TNG

51 Stournari Str. - 104 32, ATHENS, GREECE | (+30) 210.52.32.667

hemophiliasociety.gr | info@hemophiliasociety.gr |www.facebook.com/GreekHemophiliaSociety



KowwvikNG {wng kat tn Stddoon tng €0gAovTikAg apodooiag ya TNV EMAPKELN ALLOTOG KAl TWV
TIAPOYWYWV TOU.

O Z.M.EA. eivar pélog t™n¢ Maykoouog Opyavwong Awpoppodhiog (World Federation of
Haemophilia), t™¢ Evwong Eupwmaikwv ZuAoywv Awpoppodihiag (European Haemophilia
Consortium — EHC), evw amoteAel kal OpuTikdG pENOG TG EBVIKAG Zuvopoomovdiag ATOpwY e
Eldikég Avaykeg (EZAUEEA).
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