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oTnNV avaykn BeopoBETNONG TTPOKTIKWY Kal ueBddwy TTou Ba e¢ac@aAifouv Tov
onubéolo €Aeyxo TnG OIGBEONG TOU QIiPATOG KAl TWV TTOPAYWYWV TOU O€
OIKaloUXoug aoBeveic Kal Ba ATTOTPETTOUV TNV TTAPEIcCPPENON IDIWTWV QPOPEWV
oTnVv TTapaAafr kai d1Iabeon Twv QICAWY AiJATOG KAl TWV TTAPAYWYWY AiudaTog
eVTOG TNG EAANVIKAG ETTIKpATEIAG

Kupie YTToupyg,

H EOOA, 1600 o¢ AeATio TUTTOU TTOU £€£0WOE, OO0 KAl O€ ETTIOTOAR TTOU OUVETAEE, EVTOG TOU
TPEXOVTA YAVA KAl YIA TO OTT0i0 AGBANE yVwWOn ATTO KOIVOTTOINGN TTOU Pag TTpowbnoe popEag
€K TWV TTAPOANTITWYV, EEEPPACE TNV KATNYOPNUATIKI TNG avtibeon oe B€0€IC ToOu ZuvOETOU
QappakeuTikwyv Emixeipfocwv EANGSag (ZPEE) tou agpopolv otn cuAloyr kal diaxeipion
TOoUu TTAdopaTOG 0TNn Xwpa pag. H EOBGA, 61twg TTAnpogopndnkaue, TTpoBANUATioTNKE aTTd TO
YEYOVOG OTI ATTOKPUTITOVTAI TTPAYUOTIKA OTOIXEIO TTOU OXETICOVTAI HE TN OUAAOYN TTAAOPATOG
otnv EAAGOQ, KaBWG, o€ piIa OXETIKN atrapiOunon Twv Béocwyv eTi Tou B€uatog Tou 2PEE
(Position Paper) avagépetal O11: «n oUAAoyr TTAGouarog yia mapaywyr @apudkwy givai
undevikn». loxupiotnke n EOBGA 611 o€ pia xwpa 1mou CUAAEYEl atTd €0EAOVTEG aINOdOTEG
meploooTepa amd 120.000 Aitpa mAdopaTtog €Tnoiwg kal 10 EBvikd Kévipo Aipodoaoiag
TTOuAdel €vavtl 3,5 ekatoupupiwv eupw TrepitTou 65.000 Aitpa TTAdGopaTog (BA. oToIxEia
OkTwppiou TpEXOVTOG €TOUG), Oev TIPETTEI va AéyeTal OTI UTTApXEl aduvauia OUAAOYAG
TTAGOaTog, aAAG va {nTeital N agloTroinar] Tou yia TTapaywyr apPaKkwy.

Otwpei, TTepaitépw, N EOOA 611, o1 Trpotdoeig Tou ZOEE o1o wg dvw “Position Paper” yia n
B£oTTIoN OUYXPOVWY TTOAITIKWY TTOU UTTOTIBETAI Ba evBappUVOoUV TIG dWPEES TTAACUATOG HECW
TTAAOpa@aipeong Kal Ba TTPOCEAKUOUV £TTEVOUCEIG OXETICOPEVEG e TNV dnuioupyia KEvTpwy
2UANoyNA ¢ MNMAdopaTog, BETouV O€ KivOUVO TNV ETTAPKEIN AiATOS KAI TWV TTAPAYWYWYV OTN XWPA
MOG. Z€ JIa xwpa ocav Tn dIKN hag, kpivel n EOGA, étrou 10 65% ToU OUAAEYOUEVOU QipaTOg
yivetal a1rd €8eAOVTEC QINOBOTESG Kal TO 35% at1rd TO OUYYEVIKO TTEPIBAAAOV, €ival TPOUAKTIKO
vVa JIAGUE YIa IBIWTIKA KEVTPA GUAAOYNG TTAGOUATOG, TTOU KOT €TTiQacn Ba «evBappUvouvy e
OTToIoVONTTOTE TPOTTO TOUG OOTEG. Ocwpoulv oTnv EOBA 611 dia Twv ev Adyw peBodwv Ba
TTPOKUWEI TTEPAITEPW MEIWON TV EBEAOVTWV AINOBOTWYV KAl GUVETTWG, EUUEDT KATApynon TNG
€0€AOVTIKNG, N aPEIBOPEVNG Kal W avTaTTodOTIKNG aIod0aiag.
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H EOQGA Bewpei, otn ocuvéxela o1, 1o EBvikd Kévipo Alpodoaiag Ptropei va OUAAEECEL, va
ETTECEPYOAOTEI KAl VA DIAXEIPIOTE, OUEPQA, TIG TTOOOTNTEG AIPJATOG KAI TWV TTAPAYWYWVY TOU TTOU
€XOouv avaykn 6Aol o1 aoBeveig TNG XWPAG JAG, TTPOG AVTIMETWTTION OTTOI0NCdNTTOTE TTABNONG,
XApn oToV EKOUYXPOVIOHO Tou. Q¢ ek TouTou, N EOGA, atrogaiveTal 61i eV VOUIUOTTOIEI BECEIG
 ATTOQAOCEIG CUVEDPIWV TTOU YivOvTal UE OUUMETOXN £VOG CUAAOYOU Kal PEPIKWY a0BeVWY,
XWPIG OIGAOYO KOl OUVOAIKA CUMPMUETOXN OAWV TwV EUTTAEKOPEVWVY QOpEwV TTEPI BepdTwv
aigodooiag. Emi Toutou, N EOGA pag KoIvOTToiNoE T OXETIKNA E€TTIOTOAN TTOU dPOUOAdYNOE
EVWTTIOV 00 AAAG Kl 0€ EUTTAEKOUEVOUG KOIVWVIKOUG POPEIG, TNV OTTOIA ETTICUVATITOUUE OTNV
TTapouoda, TotroBeToupevn oTIG B€oelg TTou dlaTuTtwenkav amd Tov XPEE o010 €TTipayo
“Position Paper” tmou £¢€dwae, TTapaBETovTag oe KABE TTEPITITWON BEPATIKAG EVOTNTAG TTOU
oupTtrepIAapBaveTal oto avwtépw “Position Paper” tn dIkr Tng Bon.

Karotmv emikoivwviag Toug padi pag, ol ekmpoowtrol Tng EOGA pag {ntnoav va
dlapecoAapriooupe evwTiov oag, diafIBAalovrag TTPog To PEPOG 0ag TO aiTnUaA yia Awn Twv
QTTOPAITATWY TTONITIKWY TTPWTOPROUAILV TTPOKEINEVOU Va eloaxOei Kal va yneioTei otn BouAl
Twv EAMjvwv vopooxédio, To otroio: (a) @a BeopoBetei éva eviaio, dnudcio ocuoTnua
oUA\oyRG Kal diaxeipiong aipyatog kal TTAGopaTog, uttd Tov TTARPN €éAeyxo Tou EBvikou
Kévipou Aipyodociag (EKEA), 1pog¢ €Eao@AAIon €TTAPKEIAG, QOQAAEIAG Kal 100TINNG
TTPOCBACNG OTO AiPa KAl OTA TTAPAywyd Tou TTPog OAOUG TOUG DIKAIOUXOUG A0BEVEIG, XWPIg
ixvn eptTopeupatoTroinong. (B) ©a Beopobetei dueca Tnv oAokAApwon TnG Kevrpikng
Alaxeipiong Aiparog, TTou ekivnoe TIAOTIKA Tov Mdio Tou 2024, woTe va eTITEUXOEi, OXI HOVO
N AQUTAPKEIA AipaTog, aAAG Kal n dnuioupyia atroBeudTwy TTAGCPATOG, HECW TOU dIaXWPICUOU
TOU TTAGOUATOG aTTd TO OAIKO Qija TToU TTPOO@EPETAl €BEAOVTIKA, Xwpig apoifn, yia
KAQoPaToTTOINON KAl TTapaywyr eappdkwy. (Y) ©a Beouobetei TNV apTidTEPN OpYAVWON TOU
onudaoiou cuoTAuaTOog alpodoaiag, TNV ekTTaideuon eBeAovTwy aiyodoTtwy, Tn BeATiwon TNG
UTTOO0MNG TWV YTTNPECIWY aIgodoaiag, Tn dnuioupyia evog eBVIKOU TTPOYPAUUATOS CUAAOYAG
Kal emegepyaciag TTAGoPaTog utrtd dnuooio éAeyxo (EKEA), wote n EANGda va TTapdyel
oTadIoKA TO OIKO TNG TTAAOUA PE OUVOAKEG ao@AAciag Kal dla@Aveld, ATTOTPETTOVTAG ThV
avaBeon auTAG TNG KPIOIUNG AEITOUPYIOG OE EUTTOPIKA CUUPEPOVTA, TTPOKEINEVOU VO KATAOTEI
QuUTAPKNG O€ aipya Kal oTa TTApAywyd Tou pE ouvlnikeg atmoAutng diagdveiag. (8) Oa
BeopoBeTel WG TOTOTTOINUEVO Qopéa dlaBoUAeucnG yia TTONITIKEG TTOU a@opouv OTnv
aipgodoacia Tov KaB’ UANV apuddio £TTIOTANOVIKO @opéa TTou gival To EBvik Kévtpo Ainodoaiag
(EKEA), evioxUoVTAG TOV JE TTPOCWTTIKO Kal UTTOOOUES, avaBEéTOVTAG Tou Kal Tn duvaTtoTnTa
AWnNS TTpwToBoUAIWV yia Tn ouvaywn OIOKPATIKWY CUVEPYAOIWV TTou Ba e¢ao@aliouv
oTaBepr TTPOUABEIR TTPOIOVTWYV AiATOS KAl TWV TTAPAYWYWY TOU UE dlapavela Kal EAeyXO. (€)
Oa BeopoBeTEI TRV TTARPN KAl I0OTIUN EKTTPOOWTTNON 0TO dIAAOYO Yyia BépaTa diaxeipiong Tou
QiMATOG KOl TWV TTAPAYWYWY TOU OAWV TV CUAAOYIKWYV QOPEWV TTOU EKTTPOCWTTOUV ACOEVEIG.
(o1) Oa BeopobeTel TNV UTTOXPEWON AKPIBOUG KATAYPAPNS TWV AVAYKWY TWV 00BEVWV O€
aiga kalr TTAGopa, ye dnuocia aTTelkOvIon TNG TTOCOTIKOTIOINONG TWV OTTOKAICEWY HETAEU
NTNoNG Kal TTPOCPOPAS TTapaywywv aipatog. (§) Oa Beopobetei TNV uTToXpPEWON
aglotroinong kai diaxeipiong Twv diaBéoipwy TTpayuaTikwy dedouévwy (RWD) utrd auotnpd
Onuoaoio £Aeyxo, waTe va eEAT@AANICETAI N AVTIKEIUEVIKOTNTA KAl N GIOTIOTIO TWV OTOIXEIWV,
QTTOTPETTOVTAG TNV EPTTAOKA 18IWTIKWY QOPEWV OTnNV avdAuon | oUAANOYH Twv OXETIKWV
oedopévwy. (n) Oa Beopobetei TNV uTTOXPEWON CUCTAONG KAl gvepyoTroinong MnTtpwou
AcBevwv yia y-oQaIpiveg Kal yia GANQ VOO iUaTa PE KEVTPIKN BIaxEipIon, UTTO TOV EAeyX0 TOU
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Ytroupyeiou  Yyeiog kai Tou EBvikou Kévipou Aipodooiag, atmoTpETTOvVIag TNV
EUTTOPEUPATOTIOINCN TWV OXETIKWYV OEOOPEVWV Kal £EAT@ANICOVTAG TNV ao@aAr TTpdoaon
o€ TTapAywya AigaTog yia 0Aoug Toug dikalouyxoug aoBeveic. (0) Oa Beopobetei Tn d1EBVA
ouvepyaoia yia Béparta d1d0eong QiaTOC KAl TWV TTOPAYWYWY TOU OTOUG aoBeveig
OIKAIOUXOUG POVO HETAEU KPATWV Kal ONUOCIWY OPYAVIOUWY, ATTOTPETTOVTAG TNV EUTTAOKA
IDIWTIKWY QOpEWV OTNV avwTépw dIEBVR ouvepyaaia.

Me dedopéva OAa Ta TTAPATTAVW Kal aPou AARBETE UTTOWN TA AVAQPEPOPEVA OTN CUVNUPEVN
OXETIKA ETTITOAR, OAG TTAPOKAAW, VA TA ECETACETE KAI VA ATTOPAVOEITE OXETIKA

H Avagépouca BouAeuTiig

ABavaciou Mapia

Emwouvantetot: H avwtépw avadepduevn eMLOTOAN
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Agnva, 10/11/2025
Ap. NMpwr.: 110

- Ymoupyo Yyeiag k. Abwvi Mewpyiddn

- AvamhnpwTpia Ymoupyo Yyeiag ka Eiprivn Ayarrndakn

- Yopumroupyd Yyeiag, k. Mapio GepioTokAioug

- MNpoéedpo EBvikoU Kévrpo Alpodooiag ka. EAévn Todykapn

Koivotroinon:
- Luvieopoc ®Rappaxeutikwy Emxepioswy EAGSoC
- EBwikf} ZuvopoomwovBia ATéuwy pe Avanmpia
- LuMoyol — MEAn E.O.©A
- Zuhhoyo AcBeviov Appovia
- [MaveAdvio Zdhhoyo AogBeviov e Avogoavemdpreies «l aAnvogs

Btocig g EAAnvikiic OpoomovBiag Galkacoaiyicg i Tou Position
Paper Tov Luvdiopou Qappakeunikwy Emyeipfioswv EAAGSoc yia Ta
PapuaKa amé WAGoMa Kai TS avaykng véou tThaiciou cuMhoyiig
ornv EAAGSa

H EAAnvikry Opoomovbia Bahkaooapiag (EOBA) exppdader v amohutn avriBear} g
arig Boeig Tou EPEE oyxenkd pe v epAokr) Tou 1Giwnkou Topda ot gudloyr] xai

aflomolinon avBplwiivou TAGGPaTeC.

O eNpordoeig mohmkwv wyeiag yia tn SI0o@Aahion TNG EMAPKEING TWV TIAPAYLWYWY
gigarog km TG Tpodamong T Anudoiog Yyelage rtou ZPEE, amoreholv
mpoomdBeia Sieicbuong O Eva vio Eemeipnpankd wedio omn ywpa pag,
mpoahhoviac TIC avdykeg agBevwv TToU Y peEIGiovial @apuarka amd wAdopa, xwpic
kapla yyunon on n idiwnikr) cukhoyr) Ba Sioogakioe TV TpooBaor) Toug ot BEpaTEieg
ato péihov. H ouhhoyr] mhdoparog améd rov iSiwnkd ropéa, Sev ouvenrdyeran ETTApKE
pappdxwy amd TAGoua, xaBweg autd ymopouv va SIOMETEUGOUY OE ayopig Trou
QUUPEPOUV EJTTOPIKG T} QapUaKoBIoUnyavia, JE QMOTEAETT O GVAYKES TWY aobeviv
omv EAMada va Tapapévouy araAuTITEC.

Erbrpeef| Opoomovlic Sodaosaplo;  Gresx Tholassoemio faderofion
sMakeBovioe 11, 104 33 88wz 10, g S 10 33 Adhens
R CRY

Trih /P 210 8214180 Talf |
P | i A -—— ——
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H EQOGA umoypappilel 6 1o aipa kol Ta Tapdywyd rou amoreholv Snpooio
ayaBd kai n ouhhoyr) kai BidBeor) Toug Bev propei va uTrdkeTal o 1IBILTIKG
emyeipnuankd ocuppépovra. Mpémer va yiverar amé vo EBvikd Kivipo
ApoBogiac (EKEA) kol mig ummnpecies Tou. Omoiadnmrore epmmAokr 1Biwrikav
kévTpwy gulhoync TAGoparog, Bérel o cofapd kivBuvo Tv ao@dAoa Twv
aoBeviov, utrovopede Tnv eBedovnkn pun apeiBépevn aipodooia kai aTelAel TRV
iwdtnTa pooPaong ot mpoidvTa aiparog Kal TAGOHATOS.

H EQBA emanuaiver &l To Position Paper rou ZQEE guvutroypdgeral povo amd evay
gUAoyo aoBeviv, Evav EmoTiuova Kol 4 pappakeuTikes ETaipeieg. H xpnopomoinon
HEHOVWHEVWY OUAGYWY We aOynPa» yia Ty TpowBnan EUTIOPIKWY TUNGEROVTWY,
Sev avTKaroTTRIZE! T CUANOYIKA YvEUn ) TIC TrpaypaTikés avaykeg Twwv Yihddwy
aoBeviv Tou Exouv avdykn of dipa kai Tapdywyd Tou wai olte umopel va
vopipotonBel n avimmpoowreunkGNTA Towg oTo Bialoyo.

Téhoc, n eoaywyr) BeTkay kEvTpwy culhoyric TAdoparog koi n «evBappuvany» yia
Toug WAaopaBbates, amaikel dueca Ty emdpken alparog kol aiporeTaliwy, kablg
otpégel Toug mpodoTes mpog N Swped TTAdoparog yia dAhoug arkomroug. Mapahinia,
TiBeran o€ augiophitnon Téoo n aopdheia Tou TulheyOpEvou TAGoparog OO0 Kal N
Sogakion g Tpoapaang Twy aoBevdy OF Pdppaka Tou TTapdyovTal amo auTo.

MEPOEZ A’: Ol OEZEIZ THZ EOQA:

a) EBehovTikn kai pn apeifopevn apodocia

O vitoc Eupwiraixgc Kavovioputc yia 11 ouoleg avBpummyng mpogheuang (SoHO)
pamippevec otov Xdprn Gepehiwdiy Akaiwpdrwy ko ot Zopgaon tou Opiedo,
opiel oTo dpBpo 52 61 o ovtamTeg SoHO wpéwel va Sraagahifouv Tov oefaopd g
aflomptITEIac ka1 TNE akepaibTnTac Twy Sotty SoHO, avayvwpifovrag Ty eBehovikr
ke pn apeiBopevn Swped we Baoikd otoikeio oro TAGICD auTd.

H mrporaon 1ou ZOEE, yia “evBdppuvon” otoug Boreg mhaoparog pmopei va odnynoe
oe éppeon apoiPr, kam Tou avrikemal amig apxéc e eBEhovTIKAG, Un apeiRopevng
aipebooiac ko omig odnyieg Tou Maykdouiou Opyaviopod Yyeiag.

H EOOA urroypappiler 6m n ik SidoTaon e Swpeds wpirel va Tapapeivel
aképain ka1 va TrpooTaredeTo Beopixd.

TeMfo 2 ame 11

2elida 5 omd 14



EAANVIKA OuooTtovdia @aAacoalyiad
Greek Thalassaemia Federation

i E.O.GA.

B) Kevtpikég Snudaiog EAeyyog

H wpdraon tou IPEE yio soupmpafny pe iGioTikols @opel; evexel oofapoug
kivSivoug SidoTraonc TNG IXVNAQOILOTITOL KOl amwALIag EAEYYOU TS ToIGTRTOC.

H EO®A Inmd tn diampnon evac evigiou, dnuooiou guotrjparog ouhhoyng kal
Siaxeipiong alparog kal wAdoparog, umd Tov wAdpn EAeyyo Tou EGvikod Kevipou
Aipobooiag (EKEA).

y) Emépkeia kai AUTGpKEIa QipaTos Kol Trapay Wy

H EOGA umoornpiler tnv avadiopydvwon tou EBviked Anpdoiou IuoThparog
Apodogioe, wote péow TUYKEVTpoTToINoNG AEToupyity ko Sadikaoiov va emTeuyBei
N EMAPKEID KO 1 ao@akea o aljpa Kai Ta Tapdywyd Tou oTn XWwpa pac.

H emiomeuon e ohoxkhfjpwaone g Kevipikris Awyxeipions Alparog mou £exivnoe
mhAeTikd Tov Mdio Tou 2024, Ba cuppdiel dy1 udvo orny autdpkea aipatog, alhd kai
o Snpioupyica amoBepdrwy ThAdoparog — SnAadl) otov Siywpiops Tou ThAaopaTog
amé 1o ohikd aipa Tou Tpoapéperal eBedovTikd, ¥wpic apoifri— yia xhaoparomoinon
Kal Trapaywyr popuaKwy,

Méxpr ofjepa, To TAGopa Trou oulMéyovTtav amd toug aipeSOTEG OTn XWpa pag
¥pnopoToiolviay ev HEPE! Yia PETOYYIOEK, v To utrGAonTo amoBnkedoviav ywpig
emeéepyaoia | amoppimrovrav. Eto mapeh8ov, eixav cuvagBel oupBdaoeg yia my
afiomoinar) Tou e Tov EABeTkd EpuBpé Itaupd kal Ty OMaviikh Sanquin, yia
GioxETEVOn Kol KAQoEaromoinar eAdnvikod TAGORATOG, EVE TWPA EYIVE KOl M TTRWN
olupBacon afiomoinorg Tou.

H EOGA kahsi Tov Ymoupyd Yyeiag va Pdhzi opiomikd Tédog ara oxébia
EUTTOPEUATOTTOINGNS TOU QipaTog Kai TWY TTapaywywy Tou kil va mpootABe ot
dnpbaio, Bsopikd kol Siagavr Gidhoyo pe Tov xab’ GAnv apudsio emaTnpoviks
gopéa Trou tivan To EBvikd Kévrpo Aipobooiag (EKEA), kablg kal pe TTArfpn kai
ITOTI|IN EKTTROCWITNOT GAWY TWY aoBeviy.

O1 amogdoeig mou agopolv TR oubloy] ki afiomoinon aiparog Kal
Tapoywywy Tou, Tpérel va AopPdvovral pE OTTOKALIOTIKG yvwpova Tny
ao@dAsia, TNV 106TNTA KOl TIC Tpaypankeg aviykes Twv acBeviv, kKai 61 Ta
KEpBOOKOTIKG CUPPEPOVTE IGHUTIKWY ETAIPEILY.

fealba 3 and 11
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MEPOEZ B": AMTANTHZEIZ THZ EOGA LTIZ NPOTAZEIZ TOY E®EE

REvTpinn prpvopo

IQEE: H EAMGSo ypodlerar éva poviépvo, ammoTEAEOUOTKG kot EUpwITalkd
svapuoviapéve mAaforo wAdoparec — dote of mepirodrepol amd 21.000 EAnves
aoBeveic pe xpdviec kol omaviec Tadioee va Exouv arafepr), aopadn ko wodnun
mpocfadn O Kpioyes BeparTeies.

EOOA: H ewikAnor Tou apiBpot «21.000 aoBevwwy EYEIpEI EpWTANATA yia T BAoT Kai
mv cfiomoria qutig TG EKTipnong. Amd Wol  TWPOKOTITEL, o QOBEVES
TephapBdvovtal, kol pe Troia peBodoloyia £YIVE N aTOTHTTLION TWY OVAYKWY TOUG;

H uoBémon evog Tétolou emyeipriparos, Xwpic ewmionpa eBvikd dedopeva,
CTOBUVEHLIVE! TRV TEKUNPIWaT TNE TRATAaTNCS.

H EMGda oviwe ypedleral éva alyypove mhaloo, alhd aurd wpémel va ompileral pe
m Bnudoia, kevipikn kai pn kepbookomikrd culhoyr mhdoparog amd 1o EBviké Kévrpo
AipoSooiug kan Ta voookopeio me xpag, PE atbxo m Saogakion Mg GUTURKEIC,
EMAPKEICS KOl QOQAALIag TOU uiuumu.; KOl GAWY Twy Tapaywywy yia olouc Touc
agBeveic mou Exouv avaykn.

T oup Pawvel o pcpa oty ExAGSo

s H yuwpo sppavicer yaunAoTEon kard KeQaAfy karavEAuan y-opapiviov GE
axéarn [E Tov EUpWITaikO péao 6po.

«  H ouloyr mAdopatos oy EAAGSa yio mapaywyr] Qoppdkwv elvar pundevikr.

o Aev umdpyel oAokAnpupévo vouks mAaioio yia ouaTpanik) cuAdoyn
mAdouarog, Snuooia ) BT,

« Aurd obnyel ot céprnan oo Eoaywyis, pe meavd mpoBAfuaTa
Siabeaiudrnrac kot kéoTous oTo péAAov.

EOQOOA:

O SiamoTwoeic autés v dikaiohoyolv v BiwTikeTroinom ¢ Siadikaaiag.

H amouaia ohokAnpwpévou vouikol Thaioiow Sev TTRETEN va OTOTEAEDE! aQopun yia
gpmopeupatamoinon Tou avBpwmivou Thdoparog, arlhd kivitpo yia evioyuon g

Ichifod and 11

B — = = = i
= __ 3 . - . = - —a = r ==

2elida 7 omd 14



© EAAnvikn OuoaoTrovéia ©aAcocoaiuiac
Greek Thaolassaemida Federation

i E.O.CSA.

Snuboag mpodogiae kal Snuoupyia EBvikgg IZtparnyikng lMNAdoparos, ummd Tov
cuvToviopud Tou EBvikol Kévrpou Alpodooiag (EKEA),

H efdprnon amd acaywyés Tpdyuan evéexel kvBivoug, Spweg n Auon Sev Bpiokemal
gty EpTAokr Tou iSwoTicol Topga, akhd ot ouompankr| emevbuon oro Gnpdoio
oigmua aipobooiag, oty exmaiieuan eBehovTiuy aipodoTwy ko ot Beltiwan g
utroBoprfic Twy utmpeaiuy aipoboalag, woTe va karaotel r EAMGSa autdpkng ot aipa
KOl TLV TIARAYWYWY Tou JE aopdieia, Slagdvein ko konvwwikn euivn.

Mowa SivaLn otk Twk & ITAEKOPEVLGY PO ELV, DT KOl amEEviy Wit Thv TERIopID 1EY
f P

tiaBegiudtnTa Sepamciwy mhagprateg otny Ebada

EPEE:

a. Karaypdpoviar onpavinés eAelpas ong evopAiBiec Bepameles mou agpopodv
ofelo mepraTomrd, evid n xkardoraon ong umodépee Bepareits, Mou agopolv
xodvia TepioTamikg, efval oaguc kaldrepn,

b. EmimAfov, n EupEia ¥prion rwy mapayuywy aluaros oy aviperamon mAnGoug
voonudtwy eifikg ora Gnudoa voooxopeia Bewpsitar uylots onuaolag, o
avTiBean pe o iBrunka voookopela, Gmou n mpakmkr) aur Sev epapuodETar Kar
ol aafevelc armooréAdovrar ora dnudoia voookopEia.

e. H £Mdenpn avogoapaipivipe TpoxaAel Siaypovikd EvTovn awjouyia omv iaTpik
KOWGIMTa Kol gTOUS aoBEvel, Adyw ¢ onuavTkaTiTas Mg o Bepameuik
avripEnuman cofapuv meploTankuv (Eyive ovapopd wg aavooodpaiplv Tou
Tpapouy)

EOBA:

a. H EOGA avayvwpilel én umdpyouv katd kaipolds eMAeiyerg oe Bepameieg Tou
opellovial g Traykoauieg SIakupdvaELg TNG Trapaywyris Kai g egmropikig HidBeang
Twy pappdrwv amé Thdopa. H Abon Bev Ppioxerar oy BTkl oukioyn
Thdoparog, ahhd omy evioguor tou EKEA kai ot olvayn Sakpatikew
ouvepyaaiiy Trou Ba efaopakifouv oraBepr] TpopnBeia mpoidvTwy pE Hiapdveia
KOl EAEYYO.

b. H mapartipnon én Ta dnuéoa vogokopeia emwpifovial 1o Bapog Tng dkaBeang Twv
Trapaylywy aigaroc umoypapuiter m onpacia g dnpociag aipodoiag wg
Baoixod Tuhiiva adTnTag kol TpdoBaong. H epThokr) Tou iGiwTikod Topea 5t Ba
AioE To TTpoPAnUa, akhd Ba Snuioupyrioel B0o TaxUTnTES aoBiEvdv. Ze dooug EXouV
TipdoBoon péow IBIWTIKWY Kavolwy ko ogoug faptuvtal amo To dnucoie

Iehisa s ano 11 AL
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ouampa. Avrigera, n evioyuan tou Snudoiou oucTriiparos SiaogahiCel dikain ko
kaBohikn wpoopaon.

c. H avnouyla yia Ty £hAeiwn avoooogaipivng eival amohitwe karavonTr, akhd n
Tapoudiaon TS WS «avogoapaipivr Tou Tpopous ouviotd TapagihoAoyia Tou
kahhepyEei PoBo Xwpic va Tpoopépe Aian. H wpayparikf Adon eival n Snpoupyia
Evac eBvikol) poypdpparog oubhoyrc ko emefepyaciag TAdoparog umd Snpdoio
éheyyo (EKEA), wote n EAMGBa va mapayel oradaxd 1o GIKO Tng TAGONG —pE
aogdheia, emdpken Kol dlopdvei— ko &1 n av&Bean aumig g kplopng
AEmoupyiag oe EPTTOPIKG CUPQEDOVTA.

Kivfiuvog yia oobovelc

IQEE:

H avemrapxiic eyxwpia Sabéoun moodmma mAdoparog Bérer ot kivBuvo:
«  mv adudAsmin mpdoBaon aoBeviv o BEparmeles
« TV EBVIKT] ETTADKEIT
« T OTABEPGINTA TOU CUOTIATOC UYEIaS

O SPEE urroypapplde én 1 EAAmTC emraprea AGopaTog civan (mpa Snpoaiag uyelag
Kot eBvikijc ao@aAsiag uyela '

EOBA:

H EOGA oupgpuwvel 6T n emdpxeia TAdoparog amoteAel £imua dnuooag uyelag kal
eBvikic aopdiaiag, EviodTog Gpws, ato Position Paper Tou Z®EE Sev Sieukpiviferal
TG KAAUTTTOVTaY O avdykes Twv aoBeviov TTou Xpeidiovtal gdppaxa amwd Thaopa
HEXp! OTjpEPT.

H avemapkric afiomoinon Tou oUAAEYOUEVOU TTAGOPATOS 0N XUWPa Hag, opelheTal oty
uTroxpnuparodoTnon ka TRy EMAeyn opyavwpivng EBVIKIG OTpaTyIKG, Ki Gy oty
atroudia IBIWTIKIV KEVTpLv cubhoyrc. H Alon Bpioketar otn Snuooia, GuvIovIguEvn
Kal KEVTPIKG EAEYXOUEVN evioyuon Twv utmpeciuv aipobooiag, pe emevBloel Ot
TExvohoyikG eEoTTAIONO, avBpWMIve BUVaNIKG Kol EVIUERLIOT TV TIOAITLIV.

H perarporr) ¢ Swpedc whdoparog oe eptopikf Spaompiotnra GAACKUVE! TOV

gBehovnikd  yopokmipa ¢ apobooiag, pewivel Tn OwBecpomra aijarog Kal
oipomerahiwy  kai EvioxUel Tov Kkivhuvo efaywylg TOU TAGOUOTOC KOl TWV

IedlBabanoll

S
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TrapayGUEVINY TTROIOVTWY TTPOS ayopés TToU TTRpogPEpouY UWnAOTERD KEpDOS, avTi va
Biao@akifeTal n KAAUY Twy avaykuv Twy EAAvwY aoBeviov,

Autd emiBeBariveral kal amd T ouvévreugn Tou ToexoohoBdrou Ygumoupyou Yyelag
Jakub Dvofacek, oto mpdogparo ouvidpio g PPTA, 0 omoiog avayviwpioe tnv
QUETTaPKN KAAUYN Twy aoBeEviov TNg XWpag Tou pe Trpoidvta TAdoparog wapd To
YEYOVOC 10U ETIITUYNPEVOU povTEhou Tng 1BiaTikfc ZuAkoyrig TAGOUATOCH HOVTEAD TO
ofrolo kai o EQEE mapoumdZe ani¢ Béoeig Tou (mivakag A).

Z®EE:

To Position Paper tou S®EE cionyeirar éva olyxpovo, EUDWITRKE EVapuoviouivo
mAaioic mou Ba mepiAauBave::

A. Avabewpnan rwv spappolopevwy fMoAmkwy Amrolnplwang rwv Mapaywywy
Alparog

a) Epappuoyn efopfotoyiopéviy TmoAmkwy oxenrd pe o Mapaywya Aiparog yia 1ig
TEQIMTWOES GOy UTidpxel Kataycypapuévn aduvapio Tpoundeag me xweas de
ETTOKEIS TTOOOTTES

B) Anpioupyia pe vopoBenr) diraén mayiou EexwoioTol MRGEBETOU TTpOUTTOACYITHOU
(Hmapivee, 2020) ywa kamyopiec Mapaywywy Ajparo¢ drmwe yio mapdbaypa: y-
apaipivy ko AABoupive.

EOGA:

v Av Bev umdpyel ocagéc kpartikd Thaioio eToTITElaS, n TpRoTaoT Wmopel va
AeIToupyroE! WE “TapdBupo” yia uTepkoaToAdynan f avedeAeykreg Bamaved,

v Anpioupyei TEQIBWPIO OE PUPUOKEUTIKEG ETAIPEIEG VO TECOUV yia SEXWPIOTEG,
mo euvoikés puBpioeig £ig Bdpog Tou DNUOmoU CURPEPOVTOL,

v BEwioxiel T Aoyixr 6m ta Napdywya Aldatos Eivar “epmopetola gappaxa” xkai
oy Bnpdoio ayaB6, uTTovopelovTag TNV Evvoia Trig EBEADVTIKNG, N aueBouevng
ouodooiac.

IDEE:

B. AfioAdyrior) mpaypankwv avayxav aobsvav  omv  EAAGSa kol
rogoniKomoinon mc urdpyougac amoxAionc peraft {imong kal UPIoTAPEVS
mpoopopdc y-opaipiviov kar GAMwv Mapaywywv Alparog.

Iehibn 7 and 11
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a) Afiomoinon sm yonon Twyv Soféowwy RWD péow Oievipyeas saraAdmia
axedraouéviuy EGvikwy MeAeriv

B) Evepyomoinon Mnpeou AoBeviov mou AauBdvouy y-oipaipivec kal amAorroinan mg
ypapeokparioc amy mpounBed roue.

¥) Anuioupyia pnTpuiwy aglsvidv ko yia dAAa voorjuara 6mou of aoBeveis Aapfdvouy
Mopdywya Alparog (Gmou amarreliai)

EOGA:

H EOBGA oupgwvel 6T n akpific xaraypag Twy avaykwy Twy aoBeviov kal n
TogoTIKoToinon Twyv amokAioewy peTafd LATNONg Kol TROCQOPAC TTOPUYLIYLWY
aiparog ival amapaimm yia 1 owoT eBvikd moAmkr. Ogréoo, n epappoyh Tuwv
Tpordoewy Tou ZOEE eyeiper cofapa {nmpara:

a) Xpfior) RWD kai EBvikiov MeAeTiov:

H afiomoinon rwv SiaBéoiuwy payparnikwy Sedopévwy (RWD) wpéme va yivera umo
auatnpd Bnpogio éheyxo, ware va efoopalifeTal n avrikelpevikéTnTa Kan ) aflomoTia
Twv oTogeiwy. H epmhorn 1Siwnkav gopéwv omy avdluan i oubhoyr SeSopevuw
Bnpioupyel alykpouoT CUPPEPOVTLV Kkai EVBEXETAl va XprioidoTronBel yia epropikolc
okorolc avi yia Ty EEUTTNPETNON TWY aVaYKUWY Twv aoBeviy.

B) Evepyorroinon Mnrpwou AoBevaw yia y-o@aipiveg:

H Snuioupyia pntpudwy elval XpAoiun yia v amhomoinon g mpooBaong xai Tm
peiwan g ypapeiokpatiag, arhd n Biayelpion Toug wpémel va apapive Snudoia, urd
tov Eheyxo Tou Ymoupyeiou Yyeiag kal tou EBvikol Kévrpou Aipodooiag, wote va
amoTPaTE f EPTTopeUpaTomoinoT Twy SedopEviy.

¥} Anpioupyia pnTpwy yia GAAC Voorjpara:

H emékracn Wnrpwwy O dhha voorjpara cival avaykala. Qotdoo, dha 1o pnrpio
aoBevioy TIPEWEI va  uTMpeTolv amokAeEloTikG To dnpdoio oupgEpov Kal va
uTroaTnpilouv T otaBepr], aopakl Tpdofaon oe Tapdywya aiyatog yia GAoug Toug
aoBEVEIC.

IPEE:

I. Ka8Bifpwon Sadixaoiac yia myv Eyxaipn, mpoAnmmki afioAdynon mg
emdpkeiac rwv Mapaywywy Aiparog mou Sovaral va mRounBeuTel n yupa pag yio
To(a) emdpevo(a) Erag(n)
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EOGA:

H EOGA oupguvel 6m n wpohnmmkd afiohdynon ¢ EMEPKEIOS Tapaywywy aiparog
given onuavik’ yia 1 dopdhon g ataBeprc Tpoofaong ot Bepameieg. Duwe, n
epappoyr autric mc Siadikaoiog o ouvduaopd pe TV IBIWTIKT ouhhoyr TTAGOUATOC
ko) Trapaywyr mpoidvrwy dnpioupyel coBapodc KVBUVOUC

+ H exrignon me emdpkeiag dev pmopel va eEaopahiorel av n oudhoyn TAdoparog
yiveTen amrd iBiwTiKd KEVTPA PE EPTTORIKG KiviTpa, KaBwge 1o TAdopa prropel va
SioyeTeUETCl OF WO oupPpEPOUCES ayopés, apivovTac KEVa yia Toug aodeveig
ornv EAAada.

v H mpéraon umroBaduile vn onpacia g Snudaiag kevtpikig Siaxeipiong kai Tng
gpmreipiag rou Efvikold Kivrpou AipoBooiag, mou elval o) povor opeic pE Ty
TEyvoyvwoin kam Ty umoBodi vo Tpoypouparifouy aogahff kal EMCpKN
guhhoyr).

IPEE:

A. 8fomon coyxpovwy moAmxwy mou Ba:

a) evBappivouy nig Swpets mAGauaTos piow mAaopapaipesns

B) emipémouy My atpmpatn Snudmou-diunikol Topéa yir TV mapaywyr} MNapaywywy
Alparog

y) mpoceiktouv Emevooec oyen{opever pE v Gnuoupyla Kévipwy ZuAdoyric
MNAdgoparog

EOQA:

A. Zayypoveg TTOMTIKEG yia TTAGOPG

H EQO@A rovilel ém omoabimore ol Tou oxeTileTal pe T oulhoyr) Thdoparog
TRETE! va TrpogTaTelel TNV EMdpKeia aiparog kol aiporrerakiwy kal va daopalifel
NV ITéTipn mpéofaon Twy aobevioy o BeEpaTTeies.

a) EvBdppuvon Swpewv péow TAaopapaipeong:

H sioaywyr) kivijpwy f) apoiBav yio Toug oTe TTAGopaTog aneiel Ta amoBipaTa
gipatoc kol cpgomeraMiwv, kaBug o oipodoreg EvOEXETQN VO OTRpOQOUY OE
TAaopaToBOTES Y OKOVOUIKG Opehog, utovopedovrag T Snudow, eBeAOVTIKA
apobooia. Ymdpyouv ofjpepa Tapadeiypare “aipoBoTkoU TOUPIOPOL” TROG XLUPES
TTOU TTROCYPEPOUV DIKOVOUIKA KiviTpa ot BOTEC TAGOPATOS, PENUVOVTOG ONUavVTIKG TNV
ToTiKn) Tpoopopd aiparog (Ouyyapia, ZAoBevia k.a) TToU avaykaoTIKay va EIOTYOUV
vopoBenkd péTpa uTroXpEwWTKAG TPoaPopdc ohikol alpaTog TTPOKEINEVOU KATTOIOC
va prropel va yivel ddmg mhaoparog.

Iedifo 9 ama 11
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Efdhhov n ouldoyr ThGouaroc pécw TAaopagaipeons amoteAsl pia Sadikaoia
(mapdpoia e auTh TS aipoTerahiagpaipeanc), n omoia prropel va utroatnpixBel dpeoa
améd Tic umnpeciec apodooiag M xwpag Tou GaBiTouy TV TEXVOYVWTIQ KOl TOV
eEomAiopG, kol va AEmoupynoe oupgTAnpwyankd pe to (dn mopaydpeve TAdopa amo
Ti¢ aupoAnyies ohikol alparog. Kdm ou pexpr afuepa Sev £xE1 yivEL agol n Ywpa pag
Gev GiEBETE Tpoypappa yia Ty aflomoinan Tou TAGOPaTog

B) Edpmpatn SnudciovSiwmkold Topia:
H ouppetoxn Siwnkiy kévipwv oulhoyfic TAdoparog 8ev eyyudral Tnv ETTApKEID
popudrwy yio Toug aoBevelg, eviy aufdver Tov kivbuvo epmopeupaTomoinong Kal

efaywyric mhdoparog TTpog o keplogOpES aYOpES,

v) Npooéhkuon emevBioewy yia Kévipa Zulhoyric:
H Snuioupyia iBiwnikwy uoSopwy prropel va evioy0oe Tnv kepBookomia arov XWwpo
TG UYEIDS kal v aTTEIACE T BlaBeoipdTnra kpioipwy Topwy yia eBvikn Xphor.

IPEE.

E. Evioyuon cuvepyaoiac kai syraiSpuon pnyavioyou SiaAdyou pe Sizbveic
Opyaviapoug (my PPTA), rou ZPEE aAAd kar pr Pappakeunkés Erarpeies mou Exouv
epTTEIpia aTnv TTapaytwyr ko Suvour] Napdywywy Ajparog.

EOBA: H 5iebvic ouvepyaoia eival eumpbéobektn pévo o Beopkd emitredo peTag
kpariv ko Snudcwwv opyavioplv. ZIZuvepyaoia pe  opyaviopolg  Trou
exmpoowoly Blounyavies TAGoMATes aToTeAEl oUYKpOUOT) CUUQEpOYTWY Kal Bev
umropeil va amotehéoel Baan yio eBvikr ohimikr uyeiag,

T anjiaivel Guto yuo Ty EAdOdo

EQEE:

H woBéman rérorou mAaioiou Ba pmopoUoE via:
»  EVIOXUDE TV QUTDVOUIT KOl QU@TAENT TOU OUDTIHaToS uyeiag
»  TMPOOTTATERCE! TOUS aOBEVERT armd eAAEipes ko KaBUTTERRTEIS
« urroompito emevioer ko umodopis yia ouAdoyr] TAdOuaTog
«  EUBUYpOUUITE! 1T XWPT JHE EUDLTTOIKES TIDAKTIREG

EQOA:
H EQBGA Bewpei 611 n wioBéTnon Twy TTpotdcewy Tou ZQEE Sev eyyudral Ta

avapepopeva ogEAn. AvtiBeTa:

IcAlba 10 ano 11

Yehida 13 omo 14



: EAANVIKN OpocTtrovdia ©@alacoalyiac

Greek Thaolassaemia Federagtion
[F

= E.O.©A.

v H epmhokd Buworikdsy popéwy Sev evioyiel My aurovopia f TNy ao@aiea Tow
gugtiparoc uyelag, kaBug To Thdopa prropel va SioxeTeuBei o ayopég Tou
sEuTrNRETOUY EUTTOPIKG CUMQEPONTO KOl GY1 TIC OVAYKEC TwWv aoBeviv Oty
EAMIDO.

/O aoBeveic Bev TpooTaretovTal amo eAAEIWEIS 1} KABUOTEPNOEIC, BIGT N 1IBIWTIKD
oublhoyn kal n egropeuparomoinon dnuioupyolv aBeBaidtnTa oY ETTUPKEID
Tapay WYLy aiparoc,

¢ O emevBioeic ko o uroBopéc ou Ba TpooeAkOoouv BTkl @opel; dev
Sinogpaiifouv iodniun TpdaBaan kai PTTopel v OTpEWOUY TOUE aIoBOTES TTPOG
My apoiBopevn TAaouapaipeon, pebvovrag Ta amobépara alparog ko
QIOTIETaAIWY.

v H sevBuypdppion pe eupwmaikéc mpaknikége Gev amoreAel emyeipnua amwd
pévN TG, EGv | epappayr Toug urovopeler v eBehovmikr, Snuéoa kai aopahn
guphoyr] TAdoparog Tou uTmpeTEl To SNUOCIO oUPgEPOY.

H ECOQA empével 6T n Snpboia, eBeAovTIKA Ko KEVTPIKG opyavwpévn aulhoyr
TAGoparog pEow Tou EBvikon kévrpou AlpoSooiag, Tapapever n LoV OTpaTnyike
Trou eEacealile emdpkeia, aopdicia kal iedmpn TpooBaor yia dhoug Toug aoBEveig.

Me exripnon,
yia To Aioiknmixéd ZupBoihio g
EAAnvikfg Opoomovbiag Qalaooaipiag

H Npéebdpog O Tev. Mpapparéag

Mapia Ayyehomrodhou Baoikeiog Afjpog
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