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To meplodlkd “TA NEA MAY” ekdidetal ava
Tpignvo arod to 2UAAoyo lNpooTaciag Twv
EAANVV Alpoppo®dikwy ( 2.MN.E.A. ). H UAn
TOU TIEPLEXEL BEPATA TA OTIOIA APOPOUV OTNV
EVNUEPWON TWV ATOUWYV UE ALMOPPOPIAIa OTNV
EANGSQ, aAAG Kal Tou TEpIBAAAOVTOG Toug, (site
auto eival OUYYEVIKO 1] PIAIKO, eite aoxoAeital
padi Toug og JLOKNTIKO 1) LATPLIKO eTtinedo). Ot
anoyelg mou SIATUTIWVOVTAL OTd dnUocleudueEva
Apbpa dev AVTIMPOOWTIEUOUV AVAYKAOTIKA TIG
aroyelg g Aloiknong Tou 2UAAOYOU Kal NG
2UVTOKTIKAG Emttpormng .

ApBpa, €TMIOTOAEG KAl ouvepyaoieg TIPOQ
onuooicuon uroBAAAovVTAL OTN 2UVTOKTLKY
Erutporm, n ornoia diatnpei To dKaiwpa TG
EMAOYAG NG UANG Tou AegAtiou katd v
Kpion g, eykpivel Ta apBpa Kat rmpoodlopilel
TO XPOVO ONnUOOCieUoNng TOUuG. H SUVTAKTIKY
Erutport) mpoTpénel Ta PEAN, TOUG piAoug Kal
KABe evOlAPEPOUEVO YIa BEPATA ALOPPOPLAIOG
omv EAAGDa kat Tov UuroAowro KOouo, va
uttoBAAAOUV epyaocieg Tpog dnuooicuon, ue
TNV rapdkAnon va unv urepPaivouv Tig 1.000
A€EeIQ Kal va ocuvodeuovTtal arod repiAnyn 70
€wg 100 Ae€ewv.

TA NEA MAZX diavépovTal dwpedv.
H avartapaywyr) Tou TEPLEXOUEVOU TOUG gival
eAelBepn umod Tov OPO avagpopdg TnG TNYNS.

A quarterly magazine published by the GREEK HAEMOPHILIA SOCIETY in Athens.
All correspondence should be addressed to: OUR NEWS Magazine, 51 Stournari St.,
GR 104 32 Athens - Greece ( Tel/Fax : +30 210.52.32.667 )

TA NEA MAZ
Tpuunviaia replodikn €kdoon tou ZYAAOIOY MNMPOZTAZIAZ TON EAAHNQN AIMOPPOO®IAIKQN
(Z.MN.E.A.) AieuBuvon : Stoupvapn 51, 104 32 Abriva. TnA/Fax : 210 52.32.667 ¢ Idtoktrtng : 2.MN.E.A.

Ekd0O1NG : TC. Mittaddkn o

Kwv. TnA.: 6977 - 309369

* e-mail: pittadj@otenet.gr
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Ayanyrd uédy vov JI1EA, Apanyroi pilor rov evevmov pag,

‘Otav pBdoel oTa X€PLa 0ag TOUTO TO TEUXOG TOU eVTUTIOU HAg, Ba £Xel
1dnN MePAOEL TO KAAOKQiPL kal OAOL Ba OKEMTONACTE OO0 YPTYOPA TE
pAaoE Kal ToUTN 1 TIEPIOdOG ToU XPAVoU TIoU OAOL TIEPIUEVANE e HEYAAN
TIPOCdOKIA KAl EUXEG Yia TA&idla, xaAdpwon, aAAayr TapacTAcEwy, Ya-
KPLA artd Tn pouTiva NG KaBnuepvotnTag, TIG EVVOLEG KAl TOUG OTIOLOUG AVTAYWVIOUOUG.

2TO TIPONYOUNEVO TEUXOG, EKTOG Ao TA
KaBapWG EVNUEPWTIKA Keieva, dnuooleu-
OaLEe OUPPBOUAEG evavTiov TOU OTPEG Kal
ouvVTOEG 0dnYieg, TIWG va TapaUEiveTE
VEOL.

O¢Aaue va ndpoupe Tn OKEYN cag arno
OAQ QUTA TTOU HAC AYXWVOUV KAl VA 00G
«[3onBrjooupe» va ETOACTEITE YA TIG
TIEPITIETELEG TOU KAAOKALPLOU.

Aev Egpoupe av oag Bondricape, dev &E-
POUE av Katapepate va Eepuyete arod
NV KaBnUePVOTNTA Kat TN poutiva. Artopacioaue Aourdv va dwOOUNE O€ TOUTO TO TEU-
XOG KATL OLAPOPETIKO.

2UVNRBWG TO EEWPUANO |UE €Va TOTTIO KAL EVAl UIVUMA, KAL TO EI0AYWYIKO ONUEIWUA LAG
npotdealouV yia TO TL TIEPLEXEL TO
Teuxog. Agv ouppBaivel To idlo o au-
TO TO TEUXOG.

To eEWPUANO aroTeAeiTal ard ia
OUMBOAIKN €IKOVA, €va OXETIKO PAVU-
Ma KAl OTO EI0AYWYIKO ONUEiwua
anopacioape va 0ag OWOOUE HEPL-
KEG AMO TIG AUETPNTES OMOPPLES TNG
Xwpag pag, YPagpika Tortia arno ta
AVTIKUBNPQ, YO VO KPATIOOULE
€0TW KAl £TOL TO KAAOKAiPL HEOA MAG.

Bpdxia ka1 6dAacoa

Meavév va reite 0TI pAUapoUlE, TIBavOV va BewphoeTe OTL BEAOUNE va aAAGEoUE
TN PUOLOYVWIA TOU EVTUTIOU Hag, OXL deV OUMBaiveL KATL TETOLO.
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AMAwg BeARoaue va dWoOoUE Alyo AKOUN «KAAOKAIpL» KAl «PwS» WOTE VA TIAPOUE duva-
MELC YIA TOUG AYWVES TOU XELWVA TIoU OeV gival Kal Aiyol.

Oe\oaue Ye aUTO TOV TPOTIO VA KAAECOUUE TOUG AVAYVWOTES MAG, 1OIwg Ta YEAN HOC,
va dlaAacouV To EVTUMO Hag, va TANPOPOoPNBouv, aAAd Kal VA XApoUV WE TIG OLOPPLEG
NG XWPAG HAC XWPEIG va BPOouV KEeieva Tou va TOUG OTEVAXWETIOOUV.

TeAog, BeARoaue va TIPOTPEYPOUE T HEAT HAG, XWPIC va Toug To Toupe Eekabapa, OTL
EPXETAL O KALPOQ TIOU XpelaleTal OAoL va cuoTielpwbouue otov 2MEA yia va dlatnprooulE,
TA UE TOOO AYWVA, KEKTNHEVA KAl VA KATAPEPOUE TIEPLOCOTEPA.

OAeg ol pwtoypapieg Kat ot Ae{Avteg
OTO El0AYWYIKO Lag onueiwua, ivatl
arnd 1o AsUkwua “Népol Twv AvTiKu-
Onpwv”, ou ekd06nke yia tnv Kowvo-
™TTa AvTikuBnpwv amod 1o lNepipepel-
aKko Taueio Avantuéng ATTIKNG.

ANwOTE, O0rwg Aéel kal 0 N. Kalavtlakng,
TO TIIVEAO KAl TA XPWHATA TA €XOULE, AC TTPOOTIOBCOUE
va {wypapiooue TOV MapadELoo.

Kanwg €101 oKeEPONKAUE YIa TOUTO TO TEUXOG,
OTO EMOWEVO TIEPIOCOTEPA VEQ.

7
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TZevvu MiTTadakn
YrieuBuvog Ekdoong - MéAog Tou A.2. tou 2MEA

Na eicaote 6AoL Ka)\d/
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BpaBgcio Nobel latpiking 2008

Ot kaBnynreg Francoise Barre - Sinoussi kat Luc
Montagnier AvtaueipBnkav yia v avakdAugrn toug
6oov apopd oto peTpold Tou AIDS

00

To Bpapeio Nobel latpikric 2008 areddbn o duo MIAAOUG epeuvnTEG, TNV
Fran¢oise Barre-Sinoussi, kabnyntpla oto lvotitouto Pasteur kat Aleubuvtpla
Tou Epeuvntikou Turuatog oto L INSERM ( EBviké IvoTitouTo Yyeiag kat la-
TpWKNG Epeuvag) kat otov Luc Montagnier, Emitiyo kabnyntr oto IvoTtitouto
Pasteur, Enitipo AteuBuvTtr Tou Epeuvntikou Tunuatog oto CNRS (EBviké
Kévipo Emotnuovikig Epeuvag) kat pEAoOG Tng Akadnuiag twv Ermmotnuav,
yla tTnv avakaAuyn 1o 1983 Tou peTpolou ureubuvou yia to AIDS.

To 1981 gugpaviotnke pia kawvoupyla voéoog, N EMIKTNTN AVOOOAOYIKY) avendap-
kela (AIDS). MeTd and napakevinoelg AeUPIKwV yayyAiwv atopwy mou eixav
MPOooBANBe(, n laTPIKA oudda Twv kaBnyntwv Barre-Sinoussi kat Montagnier
QAVAKAAUYE TNV Tapoucia evog VEOU PETPOLOU Tou LAV (10G OXETIKOG UE AEUPa-
devordbela) o oroiog apyoTepa petovouactn HIV (16¢ Tng avBpwrivng avooo-
QVETIApKELaG) AuTr n avakaAuyn sivatl kepaAaiwdng kal urmp&e ouoLwdng ot
ouyxpovn Katavonon tg PLoAoyiag autng g vooou, KaBwg Katl OTnV avTipE-
TPOLKN TNG QVTILETWITLON ONwg erneonuave n Errportr) tou BpaBeiou Nobel.

OL U0 €PEUVNTEG APLEPWVOUV AKOMN KAl OTjuePa TN (wr) Toug 0T véoo
Tou AIDS n omoia €xel MPooBAAAeL Tiepimou 10 1% Tou MANBUCHOU NG YNG.

O kaBnyntig Montagner £dnAwoe KATA TN OLAPKELQ dlEBVOUG ouvdLAoKEYNG
yia To AIDS otnv néAn Abidjan : "H epeuvnTikr) Jou epyacia tnv napouca
OTLyMN) eival va Bpoupe CUMMANPWHATIKES Beparteieg ou Ba UrMopecouy va
Eeppllwaoouv Tn HOAUVON, £TOL WOTE OL A0BEVEIG va Beparievovtal yla Pikpo
XPOVIKO dlaoTnua €xovtag avaoteilel Tn ndéAuvon Kat katoriy va eival Bepa-
TeupevoL. Ta armoTEAEOUATA AUTWY TWV EPEUVMV TIAVW OTO BEPATIEUTIKO
EUBOAL0 Ba urtopouv va dnuootleuBouv oe Tpia ) TEcoEPA XPovia arno onuepa”

Marion Elber
APXIOUVTAKTNG
Hemophilie 186, Juin 2009 page 11.

MeTtagppaon: K. A.

Biad i T
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XPYZA MIMOTZH - latpog /TveupovoAdyog
YreuBuvn Awatopeakou Mpageiou HIV/ZMN
& ESTHER KE.EA.IN.NO.

Tov louvio tou 2001, Ta 189 kKpdTn-péEAN

Tou OHE oTn poévn YEVIKN OUVEAEUOT) TTOU
EXEL Yivel TIOTE yla €va voonua, uloBetnoav
N AlaKAPUEN UMOXPEWLOEWY TOUG YIA TO
HIV/AIDS. H diakr)puén avtavakAd tn dlebvn
ouvaiveon yla tnv EriTeuén Tou 60UV arnod
TOUG OTOXO0UG NG XAeTiag (MDGs), v
avayxaition g HIV erudnuiag éwg 1o 2015.

H dlaknpuén avayvwpilel Toug TIOAAATIAOUG
Kal TIOKIAOUG  TIAPAYOVTEG TIOU ETMPPEA-
(ouv Kal kaBopiCouv To vOonua, kabwe Kat
TNV avAaykn TMOALTIKAG OE0UEUONG KAl KOWVW-
VIKAG £YPHYOPONG Kal apERpaong, yla va
erteuxBei n avaxaition tou. MNapd to yeyo-
vOG OTL N OLOKNPUEN EXEL TNV UTTIOYPAYT
KPATWYV, TO OpAuUd TNG EVOTEPVIOBNKAV N
WOLWTIKY) TIPWTOROUAIQ, EpYATIKA OWATEIQ,
BpnokeuTIkEG opyavwoelg, MKO kat Kovwvt-
KEG OPYAVWOELG, CUUMEPIAQUBAVOUEVWV
TWV 0PYAVWOEWV avBpwIiwy TIou (OUV Pe
™V HIV Aoipwén.

Ta kpatn-ueAN Twv H.E. avavéwoav to
2006 pe Vv MNMoAtTikr) dlaknPUEN yla To
HIV/AIDS, tnv 1dn avelAnuuevn aro 1o
2001 uroxpewon, WLa TIOALTIKA JLAKT)PUEN
TIoU untooTnpicel TV naykoula rpoofaon
oTn Beparteia, otV MEOANYN Kat I peovTidaq,

yla 1o HIV/AIDS

yla OAOUG Kal OAEG AUTOUG TIOU TNV €XOUV
avaykn €wg 1o 2010.

Katw aro tov 6po «dlaKNPUEN», EKTIMATAL
T ETUTUXIA TWV ETIOIWKOUEVWY, OE OUYKE-
KPLMMEVO XPOVIKO dlAOTNUA, OTOXWV. 2TaBE-
POC TTIAPAUEVEL O TIPOOEKTIKOG EAEYXOG TNG
PoddoU KABE KPATOUC OTNV EPAPUOYT) TWV
UTTIOXPEWOEWYV TIOU AvEAARE UTTIOYPAPOVTAG
TI¢ dUo dlaknpuéelg. O I.I". Tou OHE ekTlpa
Kal OnUOCLeUEL QUTr TNV TIPG0d0 £TNOIWG.
AUTEG OL AVaPOPES EXOUV OTOXO TNV EKTI-
MNOT TWV QUOKOALWV Kal TWV TIPORANUATWYV
Tou evtortidovTal oTnVv rnopeia uAoroinong
TWV OTOXWV TwV JlAKNPUEEWV, KaBWE Kal
Vv npdtaon meavwv AUCEWV.

To 2002, n ypauuateia g UNAIDS (to
Turua tou OHE rou acxoAsitatl pe 1o
AIDS), oe ouvepyaoia pe TIG EBVIKEG ETL-
Tporéeg AIDS kat AAAoOUG eTaipoug, AVETTTU-
& LA oelpd BEKTWV YA VA UTTOPEL VA EKTL-
UNBel og KABE KPATOG N TIPOOBOG TNG JLAKTY)-
puéne yla to HIV/AIDS. Ot deikteg autoi
opadoro|enkav oe TEOOEPIS KATNYOPIER:

1) €Ovikn 8paon 2) yvwon Kal CUHTIEPIPOPa
avda opadeg MANBUGHOU 3) EUTTAOKNR TOU VO-
onpatog otn xwpea 4) diebvn dpaon Tng
Xwpag

D
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a k&Be deikTn dlaTuMWONKE CAPN§ opL-
OMOG, KABWE KAl O PUNXAVIOUOG CUAAOYNG
NG TANPOPOPIag 0 CuveXT Baon.
Avapopég NG poodou (dlabéaiueg otov
lototédro g UNAIDS) uropArenkav arno
TA KPATN- LEAN YLa TIG TtepLodoug 2002-
2003, 2004-2005 kat 2006-2007. H EAAGSQ
ureBaAe tn OIk1) TNG ava@opd yla TPWTN
Popd ywa tnv repiodo 2006-2007, Tov lavou-
apto tou 2008 . lNa v dla repiodo, Kate-
Beoav avapopd 153 kpdtn-péAN (80%) .
Ao auTég TIC avagopéEg, 45 mponABav arno
v Yro-2axapto Apptkn, 20 ano tnv Aaiaq,
32 ard v A. Auepikn) kal Tnv KapaiBikn, 18
aro v A. Eupwrm kat v Kevtpikr Aacia, 9
anoé ™ B. Appikn kat Tn M. AvatoAr| kat 29
aro TIG BIOUNXAVIKEG XWPEG.

2’ autr T dladikacia ot MKO kat oL opyavw-
O€IG TIOALTQV €XOUV va MaiEouv Eva onua-
VTIKO péAo. Eival emti Tng ouoiag kat Aoyw
NG EUMELPIAg TOUG, OL IBAVIKOL ETAiPOL YA
TNV Kataypagr tg rmpoodou 0 0XEoN UE
N dtakAPEUEN. Ot MKO prtopouyv va poope-
POUV TOOO TIOLOTIKY) 00 KAl TIOCOTIKNA TIAN-
pPOoPopia yia Ta dedopeva TIoU CUAAEYoVTAL
ano TIC KUBepVNOELS Kal va OUUBAAAOUY
QAriopaAcIOTIKA OTN JAPOPPWON TWV EBVIKWV
avapopwy.

Ot avapopég twv MKO (shadow reports)
MIOPOUV £T1ioNg va uroBAaAAovTal pog
UNAIDS divovtag pia mapdAAnAn kat capwg
KPLTLKT) TIapOoUciaon Tng Poodou ToU £XEL
OUVTEAEOTEL O€ KABE KPATOG, EKEL TIOU TIPAY-
patikd ot MKO Bewpouv OTL dev gixav
OUMMETOXN TOU Ba r1BeAav kat dikatouvTal
oTn ouvBeon g EBvikNg avapopdg.

r 4$7 il Al

>1nv EAANGSQ, TO Ypageio HIV/ZMN &
ESTHER, Bpioketal 1én otnv npoondabela
OUAAOYNG OTOLXEIWV, TIPDOKELUEVOU VA UTIO-
BANnBei n €Bvikn avapopd 10 2010. Tnv T1po-
orndBela kahouvtal va Bonbroouv Kat TaAL
ol MKO, cuAA€yovTag oTolxEia, dlaveéuo-
VTOG KAl CUAAEYOVTAG TA £PWTNUATOAOYLIA
YIO TN CUUMATPWON TWV OEIKTWV, TIPOOPE-
povtag oxOAlQ.

Eival onupavtiké 611 €101 BonBaue 6Aol Kai
OAeg va gvTomoToUV Ta MpoBARuara, ol
eAAEIYPEIG, N TTOMITIKA) CUHMHETOXN O€ €va
TTayYKOOUIO OTOXO:

Tnv avayaition Tou HIV/AIDS.

To ouvBnua g eetelvng 1S Aekeuppiou
2009, maykoouag pEpag katda tou HIV/AIDS
agopd oe Eva iowg OxL Kat TOoo autovonTto
dlKaiwpa kGBe avBpwriou:

TO SIKaiwpa otn {wn.

Aikaiwpa otn Bepareia yia To HIV/AIDS
o€ OAO TOV KOGHO.

OL TIPONYOUUEVEG QVAPOPES aveEDELEQV TN
BABepn MpayuaTikdéTNTA: HOALG 4.000.000
avepwrtol pe HIV Aoipwén €xouv rpoopaon
oTn Beparteia og OAO TOV KOOUO.

AVEDEIEQV AKOUN PMEYAAO aPIBUS XwpwV
(67), TIou apvouvTal TNV €000 OTO £5APOQ
TOUG O 0POBETIKA ATOUA.

Eival yL auto 1ou oL BVIKEG avapopES
€X0OUV TOON onuaocia. [ati peTpouyv tnv arno-
0TaoN arod TIG «UMOYPAPES» TWV KPATWV
oTnVv aAnBela Toug.

Xpuoca MnéTton

H avagpopd eival avaptnuévn kat otov otétorio tou KEEATINO, www.keel.org.gr

e
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lMapariBetat To unvuua tou Mpogdpou ¢ MNaykdouiag Ouoorovoiag Aloppopidiac (MOA) ueta anod
TNV MPOTPOTT TOU YIa dnOCIEUCT) TOU Q0 TA AVTIOTOLXA EVNUELPWTIKA EVTUMNA TWV TOTIKWV 2UAAOYWV
AluoppopiAiag. - Metdppaon-rpooapoyn aro To keiuevo rmou dnuooteutnke oto HEMOPHILIA
WORLD AnrpiAiog 2009 O.11.

MHNYMA TOY NMPOEAPOY

[aykdopa ouvepyaoia

‘Olot padi, pmopovdpe va emrrvyovpe

) Ogpaneia yta ‘Orovg!

Mark W. Skinner
I1pdedpog IIOA

Q¢ TTaYKOOULIOG OPYAVIOUOS
EXOUUE TNV TIUR VA UrooTnpLlo-
paoTe aro TOAAOUG EUMAEKOLE-
VOUG (POPEIG KAl OUVEPYATEG
QAPOCIWUEVOUG KAl CUCTIEIPWUE-
VOUG YUpw ard éva Kowvo 6paua:
TV eniteuén g Ogparneiag ya
‘OMoug. H Maykoouia Huépa yia
Vv AloppogiAia 2009 unteptovi-
(el TN onuaocia plag mANPEoTEPNG
nepiBaAPng we HEPOG Tou opd-
paTog autou. To oAdykav pag
yla 10 £T0G AUTO «20G PPOVTi-
Coupe 6Aol padi» mpodyel éva
nveupa ouvepyaoiag oe MoAAG
enineda — Ot H6vVo eVTOC TOU
TAQLCIOU TNG OALKAG QVTLUETMIL-
ong (comprehensive care), aAA&
o€ €BVIKO KaBWG Kal o€ MAyKo-
OMLO eTTiredo.

Ta KaAUTEPA AMOTEAEOUATA WG
TPOG Tn voonpdtnta Kat tn Bvn-
OlLOTNTA OTAV N BepAmEeUTIKA
QVTLLETWIILON TNG ALOPPOPLAIQG
yiveTal eviog mepIBAAAOVTOC OAL-
KNG QVTILETQTIONG, EXOUV 0APWC
TeKUNPwOei. To Baoikod cuoTartl-
KO elval 1 OAOKANPwWUEVN PUON
NG rnepibaAPng mou mapéxetal
oTo TePIBAAAov auTo. H ertiteugn

8 |

MNa va prropouv o1 acBeveiq va
wPeANBoUV TIpaYHATIKA Kal va
eMTEUXOEI pakpoxpovia BeA-
Tiwon oTnv mo16ThTA TG {WNAG
TOUG Oa TIPETEl va EpYAOTOUHE
padi, 0a mpémnel va ouvTovioou-
ME TIG TpoOTIAOEIEG Hag, Kal Ba
Tpémel va ipaoTe pdBupol va
TMAPAUEPICOUHE TA TOMKA OUN-
PEPOVTA KAl VA OUVEPYAOTOUNE

g O¢epareiag yia ‘'OAoug mpou-
TOBETEL KATAAANAN dlAyvwon,
dlaxeiplon kat epibaAyn ano
OMAdA €EEIDIKEUMEVWV LATPWV
AlAPOPWV EWBLIKOTAHTWY TOUG OTIOi-
OUG OUYKEVTPWVEL TO TIEPIBAANOV
OALKIG QVTILETQOTIONG.

2¢€ €BVIKO erminedo, yvwpiloupe
OTL N OUMHaXia peTa&u aoBevwv
KAl TWV OLKOYEVELDV TOUG, TWV
enayyeApatiwov Tou Touéa Yyei-
ag kat Tou Yroupyeiou Yyeiag oe
KOLVY) cuvepyaoia, arnoteAel Ba-
OlKO XAPAKTNPLOTIKO YA TNV ETIL-
Tuxia kat ™ BlwoluoTNTa TWV
EOVIKWV TIPOYPAUUATWY AVTIUE-
TOToNG NG alpoppodtiiag. H

o

OlNpoéedpog Tng WFH,
koG Mark Skinner

duvaun Twv ouddwyv acbevav ol
OTI0iEQ OUVNYOPOUV E TOUG
enayyeAyarieg Tou Topéa Yyeiag
aroteAouV TIOAU LOXUPO epya-
Agio yla va arodexbouv oL Ku-
Bepvnoelg va BEATIOOOUV TNV Tie-
piBaAyn rou napéxouv. O KOvog
oXedlAOPOC HETAEU TWV TPLWV
ouvepyatwv EAocPailel n Plw-
OlLOTNTA TWV TIPOYPAUUATWV.

H ouvepyacia oe maykdoulo erti-
nedo eival e€icou onuavTiky Kat
oev Ba mpérmel va napaBAEneTal
WG ONUAVTIKOG MapAywyv Yla TNV
eMiTEUEN TOU OPAUATOG pag. Av
kal n MNaykéouia Ouooriovdia Al-
poppodiAiag (MOA) aroteAel Tov
OKPOYWVLAio AiBo OTIG TIAYKO-
ouleg eEehitelg, dev €Xoupe Qu-
OlKd Tn duvatoTnta 1y Toug Tod-
POUG YLa VA TO EMITUXOUUE pbVOL.

BaolléuaoTe 1BIAITEPWG OTOUG
QPOCLWHEVOUG EBENOVTEG KAl OU-
VEPYATEG, KABEVAQ EK TWV OTIOI-
wV Taifel kanolov oroudaio po-
Ao. EipaoTe euyvmpuoveg yia v
UTIOOTNPLER TOUG KAl ETILOLWKOUE
OUVEX®CS Va avartu&oupe 1o di-
KTUO UaG.
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Qc YEPOC TNC CUVEPYATIKAG au-
G ouppayiag, n MOA aroteAei
N Baolkn nyeoia kat evdueTal
TMOAAOUG ONUAVTIKOUG POAOUG.
Turika Aettoupyoupe we KATAAU-
NG yla TNV &vapén tng onuioup-
viag €Bvikwv TIPOYPAUUATWY TIEPI-
BaAyng, kabwg emiong kal wg ou-
VTOVIOTNC OTOV KaBoploud otpa-
TNYIKQOV OXEDIWV KAL OTOXWV.

Emiong, OUYKeEVTPWVOULE KAl KO-
TeuBuvouE TOUG TIOPOUG AT
OLAPOPOUG EUMAEKOUEVOUG (PO-
peic Tou Touéa Yyeiag, ouxva
AvVTAYWVIOTEG YETAEU TOUG, EiTe
TIPOKELTAL YA ETALPEIES 1) TOUQ
EUTIOPIKOUC QVTUTPOOWTIOUG TOUG,
elte yla aAhouc dleBveig un-Ku-
BepvnTikoUg opyaviopoug, eite
YO UEUOVWUEVA ATOUA UE OUYKE-
KPLLEVA CUUPEPOVTA OTIC ALUOpP-
PAYIKES OLATAPAXES OE TIAYKOOULO
enimnedo.

OL ouvepyaTikoi pag poAoL Kat n
€€dptnon uag ard tn CUPUETOXN
TwV AAAWV o€ €va Kowvo 6paua
ouvodeuovTal anod MOAAEG dUOKO-
Aiec. O ouvToVvIou6G TWV TTIPO-
YPAUUATWV avarTtuéng, n anopu-
Y11 AOKOTIWV TIPOOTIABELWY, KAl N
dlaxeiplon aviaywvIioTIKWOV TIPOo-
TEPALOTATWY AMOTEAOUV amalTnTl-
KEG KAl OUVEXWC auEavoueveg
OUOKOAIEG Yla TNV oudda po-
YPOUUATWV Hag. AvtioTolxa, eA-
AOXEUOUV OL KivdUuVOL TNG EUTTIOPL-
KNG EKUETAAAEUONG, TNG TTAPEK-
KALONG ard TIC KABOPLOUEVER TIPO-
TEPALOTNTEG 1) TNG KATAXPENONG
TOUG, 1] TNG ArnoduvAauwong Kat
TIAPEKTPOTTNC TWV TIPWTOROUALDV

—
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WORLD FEDERATION OF

HEMOPHILIA

FEDERATION MONDIALE DE "HEMOPHILIE
FEDERACION MUNDIAL DE HEMOFILIA

Treatment for All

onuoéolag MOALTIKAG. H ertiteuén
ETITUXNEVNG Ouvepyaoiag amnal-
Tl MPOOEKTIKO OXEdIACUO, OTPE-
povTag TO BAEUMA TIPOG TNV Ha-
KPOTIPOBEoUN BLOOIUOTNTA TNG
0pacTNELOTNTAG 1) TOU £PYOU TIOU
EXeL avaAnQdei.

[MpoomnaBoupe va epyalopacte
padi ue Toug ouvepydateg Hag, &i-
TE WG ETMIKEPAATC EVOG €pYOU, Ei-
TE uroBonBbwvtag dAAloug. H MNMOA
dlaTnpel HAKPOXPOVIOUG Kal loXU-
pPoUG de0UOUG e TOUG EBVIKOUG
opYaviopoug — HEAN TnG. Méoa
ano MPOCEKTIKY) a&loAdYnoN
EXOUUE evTOoTioEl ETAYYEAUATIES
Tou Topéa Yyeiag ol omoiol £xouv
TNV IKavoTnTa va nyndouv Ulag
TpooTdbelag avartuéng oxt uévo
ONUEPA OAAG KaL YIO TA ETIOUEVA
xpovia akoua. To KUpog Hag He
TIG KUBEPVNOELG KAl TIG UYELOVOL-
KES APXEG 0 OAOKANPO TOV KO-
OMO KaBWMC Kal N avayvwpelor) Jag
ano tov MNaykéouio Opyavioud
Yyeiag evioxUouv onuavtika tnv
a&lorioTia pag, tnv oroia dev
Kepdioaue TOOO €UKOAQ.

Mapotpuvoupe 6Aoug 600UC
€XOUV OUUMETAOXEL OTNV TIPOOTIA-
Beld pag yia eniteuén g Bepa-
rieiag yia ‘OAoug va xpnoLoTiol)-
OOUV Tn OLaXPOVIKN KAl ETIAYYEA-
patiki eprelpia g MOA. Mpo-
oPépoupe akdua tn duvatdTnta
emdntnong ocuuBoulwv. Me tov
TPOTIO AUTO, BA PEYLIOTOTIOINCOU-
HE TA HAKPOXPOVIA OPEAT YA
TOUC a0BeVE(Q KAl TIQ OIKOYEVELEQ
TOUG TIOU UTINPETOULE.

o

Mapotpuvoupe 6AOUC TOUG
EUMAEKOUEVOUG POPEIC va Aaupa-
VOUV uttoyn tnv MoAurAokéTnTa
TWV TIPOOTIABEIWY avATTUENG oE
naykooulo emnirnedo. H Blwoluotn-
TA TWV TIPOoTIABEL®Y Ba TIPETIEL
Va Kuplapxei 0to puaAd 6Awv
pag. lNa va urnopouv ot acbeveig
va WPeEANBOUV TIPAYHATIKA Kal va
emTeuxBel pakpoxpovia BeAtinon
otnv rowdtnTa e wig Toug Ba
TIPETEL VA EpyacToUuE OAoL padi,
Ba TIPEMEL VA CUVTOVIOOUUE TIG
TPOOTIABEIEG Uag, kal Ba TIPEMEL
va eigaote npdbupol va napape-
piooupe TA TOTIKA CUMPEPOVTA
kal va cuvepyaoTtoupe. O 1OpUThQ
uag, Frank Schnabel, To éBsoe e
TOV KAAUTEPO TPOTIO OTNV EVAP-
KTHpLa OWtAiQ TOU KAtd Tn dlap-
KELA TNG TIPWTNG BEOUIKNG ouva-
vinong tng MNOA 46 xpovia mpwv:
«Na ypnoluorownBei Eva KpLtrpLo
OTIG SLOBOUAEUCELG KAL OTLG ArTo-
PAocELG TIoU diveL TIPWTN TIPOTE-
PALOTNTA OTOUC ALUOPPOPIAL-
KOUG».

[MpoodoKoUue va dlatnpPr|jooupe
Kal va avartugoupe ouveEPYAOieg
0€ ONOKANPO ToV KOOPO UECA OTO
2009. Euxopual og 6Aoug évav
Bepud Kal arnodoTIKO E0PTACUO
e MNaykéouag Hugpag ya v
Aloppo®tAia. AQlepmoTe XPOVO
OTOV KOO €0pTACKO KAl 0TN dn-
HloupYia OnUavTIKOV CuvePYQa-
OlwV oL oroieg Ba dlatnproouv
TNV avartuén Kat tnv erruyia
MOG Yla TA EMOWEVA XPOVLA.

‘OAoi pali, prropoupe!

MeTtappaon-npocapuoyi — O.0.
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lMapartiBetal To unvuua ¢ Avtirmpogdpou i latpikwv Osuatwyv e MNaykoouiac Ouoorovdiac
Aluoppoidiag (MOA) ueta aro rpotporti ¢ MNOA yia dnuooisuon Tou ario Ta avTioTolXa EVNIEPWTIKA

EVTUIA TWV TOTIKWV 2UAAOYWV Aluoppo@lAiag. -

eutnke oto HEMOPHILIA WORLD Aripidioc 2009 O.11.

O} avayetammon kat aipoppogiiia:

Avupetomiovtag tg ﬂﬁo@w’]aelg
Kl EGETACOVTAG TA OPEAN

Alison Street, MD

Avumnpéedpog I1OA entl latpikév Ospdtwv

Katd tn onuepwvn Maykooula Huépa
yla v AlloppodIAia eopTaloupe Ta
OQEAN artd TV OAIKI) QVTILETWITLON
g aloppo@niag. Kat undpyouv
MOAAG, OMWC yia mapddelyua Ta
uynAoTEPA MooooTd emipiwong, ot
ALyOTEPEC avarmpies, Kal oL auEnueé-
Ve dUVATOTNTEG AVTILETWIILONG TWV
LATPIKWV KAL KOWWVIKQV avayKmV
TOV ATOPWV LE aloppo®IAia Kat GA-
AEC OTAVIEQ OUYYEVEIC QLLOPPAYIKES

dlaTaPAXEQ. 2€ TIOAAEG XWPES, WOTO-

00, TIapoUCLalovTal CNUAVTIKES du-
OKOAigeg ertiong, 6rwg eivat n EAAEL-
Jn TOPWV Kal XPnUatodotnong.
Moteg eival ot SUoKOAieS auTeg; H al-
LOPPOPIAIa arOTEAEL [la acuvhBLoTn
dlatapayn n QvIHETOMION NG Omoi-
ac prmopei va eivat 1laitepa daravn-
pn oTav yivetal Xprion OUUMUKVWHE-
vV rapaydviwv. H arnodoxn Twv
OUMMUKVWHEVWY TIapayovIwy ano
Tov Maykoouio Opyavioud Yyeiag,
ue v évtagr) toug otig Aioteg Ba-
OlKWV OapudKwy, amOTEAEL OnuavTL-
Krj UrooTAPLEN Yla TG SlampaypaTeU-
O€IC UE TOUG POPEIQ XPNUATOdOTN-
ong. H duokoAia pag Eykettat 0To va
Tielooupe TIQ KUBEPVNAOELQ OTL N OTH-

10 |

MeAéTeg Ogixvouv O6TI TO
M0000TA BVnoIPNOTNTAG
Kal voonAgiag Twv al-
HOPPOPIAIKQV ATOHWV
MEIQWVOVTaI OTAV auTa
meplOaAmovTal oTa
KEVTPA aigoppoIAiag

PIEN TNG BEPAMEUTIKNG AVTILETL-
ong NG ALOPPOPIAIag £XEL WG arto-

TEAEOUA TNV ACPAAELD KaL TV EMAp-

KEWQ TV anoBepdtwy o€ aiya kal
TIPOLOVTA AUTOU YLa OAN TNV alop-
POQIAIKN KOVOTNTA.

2TIG XWPEG OTIG OTI0iEG UMAPXEL TIPO-

ofaon og eMapkr anobéuara aoPpa-
AV OUUTTIUKVOUEVWY TIAPAYOVTWY,

Urapxet o Kivouvog tne adlapopiag.
Eivat moAU UkoAO TOOO Yla TOUG al-
HOPPOPIAIKOUG GO0 Kal YIa TO UYELo-

VOIKO TIPOOWITIKO TIOU TOUG TIEPIBAA-
meL va Bewprioouv tnv mpdopaon au-

T wq dedopévn. Oa mpémel dAoL va

BupdpacTe OTL N KUBEPVNTIKY OLKOVO-

HLKT) UMOOTNPLEN TWV MPOYPAUUATWOV
QUTQV Kal TwV BEpAMEUTIKOY OKEUQ-

o

MeTtdgppaon-mpooapuoyn aro 1o KEUEVO TToU dnuUoot-

\_

H Avtinpoedpog g WFH,
ka Alison Street, MD

oMaTwV BpiokeTal und ouvexn ava-
Bewpnon. Ot kuBepvroelg xpetddo-
VTQL OUXVEQ UTTOUVNOELS OTL 1) QVTIje-
TQOTON TNG AOPPOPIAAC eival TEAL-
KA Atydtepo daravnpr and mv kaAu-
Un TWV LATPIKWV KAl KOWVWVIKOV da-
navwv and TIC avarmpieg mou poge-
vouvTal and v averapkr mepiBaA-
yn ™G aloppo@IAiag. Oa mpémel va
ouveyiooupe va ackoupe Tiearn ool
Hadi yla va urapyel KUBEPVNTIK)
UTIOOTIPLEN Kal XPNUATOdOTNOM.

Mia GAAN duokoAia aroTeAEl To Te-
PLOPLOEVO ETAYYEAUATIKO EVALAQE-
POV TWV KALVIKQV va eEEBIKEUTOUV
0TO X(WPO auTo. Ta KEVTPA OAIKHQ
QVTILETOMONG NG ALLOPPOPIAIQG
dnuwoupyouvTal Kat ipoadlopidovTal
and v evacxoAnon piag opadag
enayyeAuatiwv tou Topéa Yyeiag
OLPOPWY EBIKOTATWVY OL OTIoIOL ETII-
Bupolv va epyacTtolv padi. 2& jia
EMOXT Taykoouac EAAEIYNG o€ L0-
TPIKO KAl VOOTAEUTIKO TIPOCWITIKO,

Ol KALVIKOI TTOU ETIIAEYOUV VA KAVOUV
KapLEPA OTO XWPO NG repibaAyng
NG aloppo@IAiag Ba permel xaipouv
EKTIUNONG Kat urtootpEng and ta
VOONAEUTIKA TOUG 1OPUHATA KAL TO
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€pyo Toug Ba mpérel va npodyetal
TOO0 METAEU TWV OUVASEAPWV TOUG
000 Kal LEOW NG KovOTNTAS TWV al-
MOPPOPIAIKWY. AUTO ATALTEL EKMAI-
deuon Kal ouvexr avartuén yia m
BeATiwon Twv emuépous deELOTATWV
oTnV ePiBaAyn g atuoppoPAiag.
2TOXOL YIa TNV OAIKA QVTILETAMION
Kat T dlaxeipton xpoviwy voowv &i-
val 1 avantuén ouotnuatwv oxedla-
OMOU Kal MapoxnG mepiBaiyng ta
OTI0ia XPNOLUOTIOLOUV LATPLKT Baol-
OMEvN O TeKUNPLa, EQOCOV UMAp-
XOUV, 1 poaywyn ™G OUAdIKNG €p-
Yaoiag KAVIKQOV, Kal 1) unooTthptén
OUOTNUATWVY KALVIKQOV TTANPOPOPLDV
HE TIPOOEYYLOT TIOU EOTIALEL OTOV
acBevn. Ta epyaleia autq, otav &i-
val dlaBeotua o€ apoCLWUEVOUQ KAL-
VIKOUG, ETILTPEMOUV TNV eueA&ia onv
QVTILETQOTILON TNG TMOAUTTAOKOTNTAG
oTnv nepiBaAyn ™G aopPOPIAiag.
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H Maykdouia Opoorovdia Alloppo-
@IANiag evBappuvel £dm Kat TOAAG
Xpovia Tn ouvepyaoia KAVIKOV dla-
QOPWV EWBIKOTITWV OL oroioL Epyalo-
vTal Jadi ywa tnv napoxr Urnpeciov
TIOU QVTAMOKPIVOVTAL OTIC AVAYKEQ
NG KOWVOTNTAG TWV ALUOPPOPIAKWVY.
Ta o@€AN ard TV OAKI QVTIMETWL-
on eivat peyaAermpoAa kat MoAu on-
HAVTIKA yia TV KAAUYN TV OWHATL-
KV, ouvaLobnuatikwy, Puxoloyl-
KWV, KOWVWOVIKWOV KAl EKTTALOEUTIKWY
QVaYKWV TV atouwv KE atuoppayl-
KEG dLATAPAYKEG KAL TWV OIKOYEVEIWV
TOUC. MeA€teg deixvouv OTL Ta MO0O-
0TA BvnowdTNTag KAt VOonAeiag Twv
QLUOPPOPIAKWOV ATOUWY UElwvovTal
otav auta replBaATovTal 0Ta KEVTpa
aloppo®IAiag kat OTL yivetal KaAu-
Tepn aglomoinon Twv MOpwV e TV
Queon BeparmeuTikr AVTILETOTILOM,
0dNYWVTag 0€ AMOTEAEOUATIKOTEQN

“TA NEA MAY”

IOYAIOX - AYTOYZTOZ - ZEMTEMBPIOX 2009

epapuoyr g Beparneiac unokard-
otaong. Ot aoBeveic wpelouvtal
arté TV eKMaideuon mou NapExouv
TO KEVTPA QUTA Kal pabBaivouv amno
KABe pEAOG TNG opadag mwe va avTl-
HETWTTICOUV TIG DLAPOPEG TITUXEG TNG
vOOOU TOUC.

H Maykooua Huépa ya mv Atuop-
POQIAIQ pag divel TV eukalpia va
OlEPEUVINOOUE OXL MOVO TIWG WTTo-
poupe va avteneEEABoue OTIq du-
OKOAIEQ TNG OAIKNG QVTILETAMIONG,
QAAQ KaL TIOG UTTOPOUE VA UMEPTOVI-
OOUlE Ta 0QEAN auThg. Kabe Priua
TPOC TN OUMKETOXT) VEWV MEAWY amd
v opada nepiBaAyng odnyei oe Ka-
AUTEPN BEPATTEUTIKN AVTIUETMIILON
yla 6Aoug doouc maoyouv arod al-
HOPPOPIAIQ Kat AAAEC OTIAVIEG ALUOP-
PAYIKES VOOOUG.

Metagppaon-npocappoyi — O..

To emépevo MNMaykoéouio Zuvedpio Tng W.F.H. 6a dicaxOei
ot1o Mmnouévog Aipeg, oTig 10 - 14 louAiou 2010
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EAAHNIKH AHMOKPATIA

YTMOYPI'EIO YTEIAZ KAI

KOINONIKHE AAAHAETTYHZ

EOGNIKO KENTPO AIMOAOXIAZ (E.KE.A.)

"
\44

Axapveég, 12 Auyouotou 2009

Tax. A/von: OAupr. Xp. Mavtika 7
136 77 Axapveg

Mpog tTnv ka TZevvu MTTaddkn
Ekd61n Tou evturiou "TA NEA MAX"

Tou 2UAAOYoU lMpootaciag Twv EANVwV AlopPpOPIALKWV

Ayarintn k. [Mtradakxn,

BAémovtag cuxva va nmpoBaAiovtal peca ano
Ta 4pbpa ToU evNUEPWTIKOU evtutiou «TA NEA
MAZ», Tou ZUAANOYOU lMpooTtaciag Twv EAN VvV
AlpoppodAikwv (2MEA) ol BEoelg oag yia Tov
QATPOULOMG KAl TNV KOWVWVIKY) dlkaloouvr), Ka-
Bwg KAl n aywvia oag Kat n CUPPOAR oag yla
Vv Tpowinon Kat opyavwon tng EBeAOVTIKNQ
un apeBduevng Alpodociaog otn xwpea pag, Ba
nbeAa va oag mapouclaow TI§ dpacTnPELOTNTEG
Tou E.KE.A. mipog Tnv kateuBuvon auth aAAd
Kal YEVIKOTEPA Yla TNV Auodoacia Kal TNV acepa-
A€la Tou aipaTtog.

Motevw, ayarmnt ka Mttadakn, va ppedel Xw-
pog 01O évturo Tou 2EA kal va ¢lho&evnbei n
EVNUEPWTIKN ETIIOTOAT| HOU.

EOeAovTiki Alpodoacia

‘Onwg deixvouv oL TEAEUTAIEG dNUOCLEUMEVER
MEAETEQ, AKOWUN KAl OTiUEPA TIOU 1) EPAPUOYN
TOU HOPLOKOU EAEYXOU au&noe Katd TIoAU TNV
aocpAaAela aAAG Kal To KOOTOG ToU aipaTog,

0 aKkpoywvlaiog AiBog yia tnv acpdAela Tou ai-
HATOG TIAPAUEVEL O TAKTIKOG HUn auelRéuevog
EBeAovTrg AlodoTng.

Eival armodektd ard 6Aoug TO YEYOVOG OTL 0N
XWPA HAg oL TIPOOTIABELEG TIOU £XOUV YiVEL HEXPL
TWPA TIPOG TNV KATEUBUVON AUTA €ival JEUOVW-
MEVEG.

2NV npootdbeld pag va aAAG&oupe kat va BeA-
TIWOOUWE TIG OXL KAl TOOO EMITUXNMEVEG TAKTL-
KEG, AAAA Kal va eKTIAIOEUCOUNE Kal va EUPUX®-
OOUE TO TIPOOWTIKO TwV AlLod00LWY TIOU
aoXoAeital ue TNV MPOCEAKUOT), OPYAVWOOAUE

oTo Yrnoupyeio Yyeiag nuepida pe peyaAn er-
Tuxia, pe Béua v MpooéAkuon EBeAoviwv Al-
MOSOTWYV, OTNV OTI0I0 CUMUETEIXAV VOONAEU-
TPLEQ MO OAN TN XWwpEA.

AAN\G Bev otauathoaue ekel, avayvwpifovrag
OTL n emTuxia oToug SUOKOAOUG OTOXOUG XPELA-
Cetal ouvepyaoia, oulntroape ue v MNOZEA
KAl CULPWVACAE YA TNV 0pyavwon nuepidwv
o€ 0lAPOopPa YEWYPAPIKA dlauepiopaTa tng Xw-
pag e OKoTd TNV ekmnaideuon Twv MNpooeAKu-
Twv EBeAovtmv Alpodotwv.
MpayuatororiBnkav 1on pe ueyaAn eriutuyia ot
nuepideqg otic PEppeg, ApTa, ZUAGKACTPO, Oap-
OoaAa kat akoAouBouv Tov ZemTéuPplo oe Oco-
oalovikn, Kahupvo, Kpntn.

2TIC NUEPIOEC AUTEG LATPOL KAl ETIIOKETTPLES NG
KABe TEPLOXNG, NPBAV KOVTA [E TOUG TIPOOEAKU-
TEG Kal Toug piAnoav yia Tov acpaAn aipnodotn,
TIQ TIIBAVEG avTIOPACELG KATA KAl HETA TNV ALUO-
Anuia Kabwe Kat yla Tig dladlkacieq Kat TeXVL-
KEG EAEYXOU QOPAAELQG TOU Q{NATOG HETA TNV
agoAnyia.

Eniong o YuxoAoyog kog Mewylog KouAlepdkng,
EMOTNHOVIKO 0TEAEX0GQ TnNG EZAY, didage ot
OAOUG HaG TOUG TPOTIOUG TIPOCEYYLONG TWV UTIO-
Unoiwv atodoTwy.

2TO TEAOG KABE nuepidag ummpxe HeYaAAn ouln-
Tnon, SLEUKPLVIOELG AAAG Kal apdarova.

H avtaAAayn andPewyv Pe TOUG TIPOOEAKUTES

aveédel&e IOANA Bépata. Meplka arod autd ta
yvowpiCape aAAd Ta eixaue unoTiunoel. Ta aro-

o



SeAida 13
| S

TSAVIEL N
o ] \\\'{

4 ¥ ) 4 I'\‘ =
P

SPEA-53-final 8/21/09 8:31 AM

TEAEOUATA AMPOoPEVA BETIKA Yia dAouC.
MdaBape arod Toug Bloug Toug ALOdOTEG
TL TIPO0dOKOUV ard eudg.

AEloAoyroaue TOCO PETPAEL Evag KAAOG AO-
YOG, KAl TL OUVETIELO UTTOPEL VA EXEL LA KOKT)
OUMIEPLPOPA 1) pia TIapdAeln oTnv anodéeaon
KATTIOLOU Va YiveL i} OXL TAKTIKOG U auelBOUEVOQ
€BeAovTng alpodoTng.

2UYKlvnBrkaue ard To nabog Kal Tov evbouola-
OMO TWV avBPOTIWV AUTOV KAl TNV AVAYKT TOUG
Va Jag apouclacouV Tn OOUAELA TOUG Kal va
oulntioouv padi pag.

2uvoyifovTag karoleg anod TIG EPWTAOELS ONuL-
OUPYNOOQUE KAl EKTUTIWOAUE TPITTTUXO |E TTANPO-
POopIiEG Yla TNV alhodoaoia. 2ag To EMOUVATTTW
kal auto emiong.

Kévrpo Mopiakou EAEyyou

MeTd TO TEAOG TOU SlAYWVIOUOU YIA TO LOPLAKO
€Aeyyxo 10 E.KE.A. dnuiolpynoe 1o povadiko
KWOLKO aplBuod TIoU XapakTnpilel kdBe aoko ai-
patog, aveéAafe 1o poplakd eAeyxo (NAT)
130.000 mepimou povadwv aiyaTtog To XpOvo Ka-
BW¢ Kat To ouvtoviouo TNG évapéng Kat g
Aeltoupyiag Twv evvea Kévtpwv Moplakou
EA&yxou.

Na ™ ouCATNoN NG £MMIAUONG TWV TIPORANUA-
TV Kat TNV aloAOyIon TWV ArOTEAEOUATWY,
npayuatorowmenkav oto E.KE.A. dUo cuvavth-
O€lg, UE TN OUMMETOXT TWV UTIEUBUVQV TV Ké-
vIpwVv Moplakou EAgyxou. Katd Tiq ouvavtn-
O€lG QUTEG BYNKAV OLOPWVEG ATTOPAOELS, TTIOU
eixav oav anotéAeopa TNV KaAr Asttoupyia
TOUG.

Apxeio Kabnuepivig Kivhong
Aiparog ka1 Kévrpwv Mopiakou
EAéyxou Aiparog

To E.KE.A. kataypdgel kaBnueplva o eOIKO ap-

xelo Ta nueprota deAtia kivnong aiuatog Twv
Yrmpeownv Alpodooiag, v mapdAAnAa Tneei
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apxeio Tou aplBuoU Kal TWV ArOTEAECUATWV
OAWV Twv eEeTaloUEVWV HoVAdWYV ailaTog ava
Noookopeio kat Kévtpo Moplakou EAEyxou
Aipatog og pnviaia Bdaon.

OpoAoyikog ‘EAcyyxog

2Ta nAdaiola Tng ouvepyaoiag pe TI¢ Yrmpeoieg
Awpodooiag, To E.KE.A. avéAaBe Tov OpOAOYIKO
EAEYXO OAWV TWV HOVADWV A{HATOG TIOU OUAAE-
veLn Yrnpeoia Apodooiag tou Noookopeiou
«ATTIKON» Kat eploTaolakd AAAwV YTINpeoLOV
Alpodoaoiag étav €xouv TpoBARuaTa, OTwg EA-
Aeldn TIPOOWTILKOU K.ATT

Tpdanela Ppéokou KarePpuypévou
MAGoparog (FFP)

Na va otapatnoetl n TaAamwpia kat n omnatdaAn
XPOVOoU Tou untdpyel 6tav karolo NoooKkopeio
EXEL QVAYKN HEYAANG TTIOCOTNTAG TMTAQOUATOG
(TL.X.METAUOOXEVUOELG ATIATOC ) 1) KATIOLAG OUYKE-
KPLMEVNG opddag aipatog, dNUIoUPYRBNKE OTO
E.K.E.A. TpaneCa dpeokou Kateuyuévou MAG-
opatog, n oroia pounBevel dueoa TG Yrmpe-
oieg Alodoaoiag oy €xouv avaykn.

Emkoivawvia pe TiIg Yrinpeoicg
Aipodooiag

2710 EKEA dexdpaote kKabnuepva TIoAAG TnAe-
PWVAUATA KAl YEVIKA UTTAPYXEL ETIKOWVWVIA UE TIG
Yrnpeoieg Aypodooiag 6Ang Tng Xwpeag, yia mpo-
BAAuaTa, dlEUKPVAOELG, AlTAMATA K.A.TT. YT p-
Eav MePITTWOELG TIOU N ETAUCN TOU TIPORANaA-
TOG €Ylve e eniokeyn otnv Yrinpeoia Alodo-
olag.

O poAog tou EKEA eival peydAog kal kaBoploTl-
KOG yla Tnv Topeia g Aypodooiag otn Xmpa Hag.
To Tortio otov Xwpeo ™G Alodoaoiag gpaiveTatl OTL
aAAAGCel e TN ouvepyaoia AWV, TIOALTIKNG Nnye-
olag, mpoowrikou Alodooiag kal aldodoTwy.

Me ekTiunon
Dr. MapavTidou ‘OAya
Eruotnuovikh Aleubuvtpla E.KE.A.

To tpirtuxo tou E.K.E.A. “T1 mpénei va yvwpilel o Aiuodorng”
rnapatibetal otn oeAida 20
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Ayarmta uéAn,

2€ OUVEXELQ TOU TIPONYOUUEVOU TEUXOUG LIAG OXETIKA LIE TNV QVAKOIVWON adEIWV EKUETAAAEUONG TIEPITTELWY
o¢ aroua e avarmpia, n E.Z.A.ue.A., OTIWG €ixe QVaKOIVWOEL, OPIOE TOUC eKMpoowroug Tng otn Nouapyia
ATTIKNG. 2a¢ TAPABETOUUE OXETIKA KElueva.

EGNIKH XYNOMOZITONAIA NATIONAL CONFEDERATION OF
ATOMON ME EIAIKES ANATKEZ DISABLED PEOPLE
“EZ.AEAc«“ “N.C.D.P.”

MEMBER OF THE EUROPEAN
DISABILITY FORUM

MEAOZ TOY EYPQIIAIKOY ®OPOYM AMEA &
AAAQN AIEGNQN OPTANQZEQN

ABrva / Athens 23-06-09
[MAnpogopieq: E. MmapuraAla

lpog: ®opeic - MEAn E.2.A.ueA & ®opeic MeAn Autwv Nouou ATTIKNG

OEMA: «Xopriynon adciwv eKMETAAAEUONG MEPIMTEPWYV Kal ekmpoowrnnon Tng E.Z.A.ue A.
emi Twv oxeTik@v diadikaciov otn Nopapyia ABnvwv» - Ap. Mpwr. / Ref. Nr: 1928.

2e ouvéxela Tng utt apid. mpwt 1573/19-5-2009 emoToANg Hag pe BEua «Kpttipla kat poumoBETELS yia T
XOPHynomn Twv adel®V EKUETAAAEUONG TIEQITTEPWV OTA ATOUA UE avarnpia Kat ekmpoomnnon Tng E.2.A.ue A.
oTIc Nopapyieg, ol omoieg eival ureuBuveg yla TIG dLadIKACIES XOPTYNONG TOUG», 0AG EVNUEPWVOULE OTL N
E.2.A.ue A. 6ploe ekmpoowmno g otn Nopapyia ABnvav 1o cuvadeA@o K. Ipnydpn AgovTomnouAo, AvTimpoe-
0po B g E.2. A.ueA. Kal leviko Mpapuatéa tou MaveAAnviou Zuvdéopou Ne@pomabav.

Baotkn mpouréBeon yla v erAoyn Twv ekmpoomnwy g E.2.A.ue A. Kal wg ek’ TOUTOU OAWV TwV dLlKaloU-
XWV TV AOELOV EKUETAAAEUONG TIEPUTTEPWY, ATIOTEAECE TO YEYOVOC OTL OAOL OL AVWTEPW EKTIPOCWTIOL dEV
Ba mpoBouv otn dleKSIKNON TOU JIKALWHUATOG TNG XOPNYNONG Gdelag EKUETAAAEUONC TIEPUTTEPOU.

20Q napakaAoUpe va BpiokeoTe o emikolvwvia pe Tov K. Fpnyoépn Acovtormoulo, o oroiog amnd tn 8€on Tou
eKmpoo@riou NG E.2.A.ue A. gival o Kat’ eEoxnv appodlog yia Tnv Anpopépnon éxt LoVo TwV CwUaTEIWY,
OAAG Kal AWV TWV EVOLAPEPOUEVMV -OIKALOUXWV ETIE TWV dLASIKACLOV XOPARYNONG AdEL®V EKUETAAAEUONG
TIEPUTTEPWV.

H apuovikh cuvepyacia OAwv Ba KATAOTOEL TIC AVWTEPW JLABIKACIES ATIOTEAEOUATIKES KAl AELOTILOTEG.
H E.2.A.ue A. Ba Bpioketal og TIANPN EMAPN e TOV EKTIPOOWIO TNG KAl e €0AG Kal Ba 0ag evnuepwVeL el
TV OXETIKOV dladikaolwv otn Nopapytakr) Autodloiknon ABnvav.

la oroleodnmoTte TANPOPOPIES CAG YVWOTOMOLOUKE TA OTOLXEIA ETIKOWVWVIAG Tou K. Fpnyopn Acovromoulou,
Ta oroia €xouv wg akoAoubwg: TnA Kivnté: 6936-061391

Emiong, 6ag evhuepwVoUHE OTI YIa OMOIEOOATIOTE SIEUKPIVIOEIG, TTIPOBARATA, SOUGAEITOUPYIEG KA.TT. €mi
TOU B£UATOG, HTTOPEITE VA EMKOIVWVEITE ME TV apuodia unmdAAnAo tng E.2.A.ue A. k. MmapumaAia EAévn.

Me gktipnon

I. BAPAAKASTANHE
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OEMA: «XopAaynon adelwv eKUETAAAEUONG MEPIMTEPWYV Kal eKpoowmnon Tng E.Z.A.ue A.
eni Twv oxeTik@v diadikaoiwv otn Nopapyia AvatoAiKng ATTIKAG» - Ap. Mpwt. / Ref. Nr: 1934,

2e ouvéxela g utr apid. mpwt 1573/19-5-2009 emoToAng pag pe BEua «Kpttipla kat poumoBETeLS yia
XOPHynon Twv adel®wVv eKUETAAAEUONG TIEPITTEPWY OTA ATOUA UE avarmpia Kat ekmpoommnon Tng E.2.A.ue A.
oTI¢ Nopapyxieg, ot oroieg eival urelBuveg yia TIg dladlkacieg Xoprynorg Toug», 0ag EVNEPWVOULE OTL N
E.2.A.ue A. éploe ekmipoowrtd g otn Nopapyia AvatoAkig ATTIKAG TO OUVADEAPO K. XOpTn Kwota, MNpde-
Opo Tou 2wuarteiou Maoxovtwv amod 2uyyeveic Kapdlomdbeleg kat peAog tou Mevikou ZupBouAiou g
E.2.Aue A

Baowkn mpounoBeon yla v eMAOYN Twv EKMPOOOMWYV TG E.2.A.ue A. KAl WG €K’ TOUTOU OAWV TV dIKALOU-
XWV TV AOELOV EKUETAANEUONG TIEPUTTEPWY, ATIOTEAECE TO YEYOVOG OTL OAOL OL AVWTEPW EKTIPOOWTIOL dEV
Ba poPouv ot OleKdIKNOoN Tou dIKAIWUATOG TNG X0PNYNong Adelag EKUETAAAEUONG TIEPUTTEPOU.

20Q MapakaAoUpe va BpiokeoTe o€ eMkovVwvia pe Tov K. Koota Xéptn, 0 onoiog aréd tn B€on ToU EKMPOo®-
mou Qg E.2Z.A.ue A. eival o kat’ eEoxnv apuodlog yia TNV TANPOPOENo” OXL LOVO TWV CWUATEIWY, AAAd Kal
OAWV TWV eVOLAPEPOUEVWV -OIKALOUXWV ETT TwV OLAdIKACIMV XOPTYNONG AdEIOV EKUETANAEUONG TIEQITTEQWV.

H apuovikh cuvepyacia OAwv Ba KATAOTNOEL TIC AVWTEPW JLABIKACIES ATIOTEAEOUATIKES KAl AELOTILOTEG.
H E.Z.A.ue A. Ba BpiokeTal og TTANPN EMAPN e TOV EKTIPOOWTIO TNG KAl YE E0AQ Kal Ba 0ag evnueEPWVEL T
TV OXETIKMOV dladikaol®v otn Nopapylakr) Autodloiknomn AvaToAKr G ATTIKAG.

['a oroleodnToTe MANPOPOPIES 0AC YVWOTOTIOIOUUE TA OTOLXEIA ETIIKOWVWVIOG Tou K. KwaTta XopTn,
Ta oroia €xouv wq akoAouBwg: TnA Kivnré: 6975592614

OEMA: «Xopnynon adelv eKUETAAAEUONG MEPIMTEPWYV Kal eKpoowmnon Tng E.Z.A.ue A.
eni Twv oxeTik@v diadikaciwv otn Nopapyia AuTiKRG ATTIKAG» - Ap. Mpwt. / Ref. Nr: ..............

2€ ouvéxela Tng utr aptB. mpwt 1573/19-5-2009 emoToAng pag pe BEua «Kpttipla kat poumoBETELS yia T
XOPHynon Twv adel®V EKUETAAAEUONG TIEQITTEPWV OTA ATOUA UE avarnpia Kat ekmpoomnnon Tng E.2.A.ue A.
oti¢ Nopapyieg, ol omoieg eival umelBuveg yla TIG SLadlkaoieg Xoprynong Toug», 0ag EVNUEPWVOULE OTL N
E.2.A.ue A.. oploe ekmpoowrd Tng otn Nopapyia AuTikg ATTIKAG TO CUVASEAPO K. NIKOAQO 2Kovn, MMpdedpo
™G EBvikng Opoomovdiag Kivntikad Avammpwy.

Baowkn mpounoBeon yla v EMAOYT TwV EKMPOOOTWYV NG E.2.A.ue A. Kal g €K’ TOUTOU OAWV TV dIKALOU-
XWV TV AOELOV EKUETAAAEUONG TIEPUTTEPWY, ATIOTEAECE TO YEYOVOG OTL OAOL OL AVWTEPW EKTIPOOWTIOL dEV
Ba mpoPouv ot OleKOIKNOoN ToU dIKAIWUATOG TNG XOPNYNong Adelag EKUETAAAEUONG TIEPUTTEPOU.

20Q napakaloupe va Bpiokeote o emkolvwvia pe tov K. N. 2kdvn, o oroiog arnd tn B6€on Tou EKTIPOCMTOU
™G E.2.A.ue A.. eival o kKat’ eEoxnv appodlog yia v MAnpopopnaon dxt HOVO Twv OwUaTEwY, AAAA KAt OAwV
TV EVOLAPEPOUEVWV -OIKALOUXWV ETIE TWV JLAdIKACLOV XOPNYNONG AdEIMV EKUETAANEUONG MEPUTTEPWV.

H apuovikh cuvepyacia OAwv Ba KATAOTHOEL TIC AVWTEPW JLABIKACIES ATIOTEAEOUATIKES KAl AELOTIIOTEG.
H E.2.A.ue A. Ba BpiokeTal o TIAT)PN EMAPY| KE TOV EKMPOOWTO NG KAl UE E0AG Kal Ba 0ag evnuepVeL i
TV OXETIKMOV dladikaolmv otn Nopapxlakr) Autodiloiknon AuTIKAG ATTIKAG.

la oroleodNMoTE MANPOPOPIES 0AG YVWOTOTOIOUHE TA OTOLXEID ETIKOVWVIOG TOU K. N. ZK6vn,
Ta oroia €xouv wq akoAouBwg: TnA Kivnré: 6972-077633

o
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‘ :l ""‘ 22nd Annual European Haemophilia
e =’ Consortium Conference 2009
: Vinius 2008 11- 13th September 2009, Vilnius, Lithuania

Vilnius Old Town
$ T

£

To 22° Eupwraiké KoveopTioup
AigoppoiAiag
otig 11-13 ZemnrepPpiou 2009
otnv 1oAn Vilnius, mpwtevouca
™™g ABouaviag

Internet: http://www.ehc.eu/

MepLlkEQ pWTOYPAPIES
Tou Hag divouv
TNV atuéoPpalpa
NG SpopPng
auTng ndANG.
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2Q¢ rMapabEeToulE Kal Eva UNvuua rou uag eoTaAel aro va UEAOG
Tou 2T1EA, ue tnv nmapdkAnon va Kpatnoel tTnv avwvuuia tou, aAAd
va Bpebei Xwpoc O0To EVTUIIO YIA TO URVUUA TOU :

10 O Bupdg kai n aydnn dev €xouv 6pia, SIGNeCe 10 deUtepo
IO VO €XEIC PIa XapOUPEVN, IKAVOMOINTKN Kal dHop@n zwn

" Ta npdypata (UNikd ayaBa) npénel va xpnaoiponolouvial
kal o1 GvBpwnol va ayamioUvtal. ANAG autd nou cuppaivel
otov kKOopO pag onpepa sivar akpIPwg to aviideto:
O1 avBpwnol xpnolponolouvtal Kal ta Nnpdygata ayaniouvial.

" Katd i &idpkeia tng npépag, Bupnaoou:
Na ayandg toug avBpwnoug kal va xpnolPomnolEig
ta npdyyarta.

Abpale tnv kGBe npEpa

oav va Ntav Jovadikn.

Kai tote n kd0¢ oou pépa
Ba eivar oxedov ndvia kahn.

Mpdoexe 1¢ okEwelg cou, ivoviar ACeig
I'Ipéoexs ug MCeig oou, lMNvovral npaceig

Mpdoexe t|g npa§s|g oou, lvovtal ouvnBeieg

’-

I'Ipoosxe‘\g ou»&ﬂsnsg oou, lMvovrar xopaKtnpog

WLF Y ) rt "
Mpdoexe to 0aKT pa oou, | T Ly‘ttal 10 ngﬁpwpsvo

Mei\ , t« ‘ va Kal KG)\é toug Y4Up00 oou'

~J.
oo ol

o

H Zwn oou Ba civai olvoupa KaAn' '
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WORLD FEDERATION OF
HEMOPHILIA
FEDERATION MONDIALE DE 'HEMOPHILIE

FEDERACION MUNDIAL DE HEMOFILIA
Treatment for All

Wuxokoivevikn ¢poviida
yla atopa pe aigyoppo@iiia
Psychosocial care for people with hemophilia

18

H Cwr) evog atdou pe alpgoppoPiAia, Omwe Kat Ka-
Be aTOUOU Ue Ha Xpovia aenon, TEPLIKAELEL TTIOA-
AEC TIPOKANOELG, UE TIC OTToieC KAAeiTal va eEOIKEL-
wOei AAG Kal va avTIPETWTTIOEL Ao TN Veapr) Tou
nAkia. H watpikn riepiBaiym and pévn tng de pe-
TappAaletal oe KAAUTepPN ToloTNTA (WNRG. E&ioou
avaykaia eivat n YPuxikh uyeia mou cuvendayetal
€Va LOOPPOTINUEVO ATOUO, LKAVO VA AEITOUPYTOEL
(PUOLOAOYIKA OTO TIAQICLO TNG KOWVWVIAG.

To Keiuevo mou akoAouBsi amoteAei uerappaon-
mepiAnyn Tng uwovoypaegpiag Tng Frederica R.M.Y
Cassis,amé Tnv latpikny oxoAn Tou lMavemornuiou
ToUu 2do l1doAo, 6rrw¢ dnHOOoIEUTNKE OTOV I0TOTO-
mo 1n¢ lNaykéouiag Ouoomovdiag AiuoppoiAiag.

2 auTd napouctalovTal Peplkd and ta {nThuata
TIOU EVOEXETAL VA ETNPEACOUV APVNTIKA TOV PuUXL-
OMO €VOC ATOUOU UE ALLOPPOPIAI KAl TIWS AUTA
MITOPOUV VA QVTIUETWIILOTOUV TOOO PEoA oTnV dla
TNV OLKOYEVELQ, AAAA Kal [E TN BoriBela Kal TN ow-
OTr) kKaBodnynon evog PuxoAdyou. 2e KABe nAikia,
TO ATOMO PBlwVeL BAPOPETIKA TNV TIPAYUATIKOTNTA
NG acBEvelag Tou, EMOUEVWG O XEIPLOUOS TNG Ka-
TAoTAONG OPeiAel va ipooapudleTal KABe popa.

Bp£pn Kail viama (0-5 sTo’ovr:
H didyvwon g alpoppopIAiag 1
o€ €va WKpd matdi unopsf@w
TIPOKAAEOEL OTOUG VEOUG YOVEIG - 4
alobnuata 1ou KupaivovTal L
TNV arnodoxr YEXPL TNV apvnon, To Buud, Tnv evo-
X1 Kal To ORo yla To pEANov. 'Oco cuvtoudTEPa
avTleTwmoBouv autd Ta ¢ntnuata, T6oo o eu-
KOAn Ba eival n TPOCAPOYTY) OTIG VEEG OUVONKEG
CwNG. Z& TPWTN Ao, EMOUEVWG, Ol YOVEIG Ba &i-
val autoli Tou Ba naipvouv PEPOS OTn CUUPBOUAEU-
TIKT)- PUXOAOYIKY) UTIOOTNPLEN, WOTE VA LOOPPOTA-
OOUV ETAEU TOU avaykaiou EAEYXOU Kal TNG
urtepripootaciag. Ot yoveig Ba mpénel va evBappu-
VOUV TIC (PUCLOAOYIKEG dPACTNPLOTNTEG WOTE TO
nadi va €xel Ja uyt avartuén. Av dev eriTpérne-
TalL 0Ta TTAdLA va PImoucouAdve, va TEPTIaTouV Kal

Va TPEXOUV KAVOVIKA, Ba Yivouv avao@alr| he pe-
YaAUTepEG TIBaAVOTNTEG YA WEAAOVTIKOUG TPAUUA-
TIOpOUG. H adpdvela Kal n UTrEpTpooTacia Prmopei
va €X0UV WG CUVETIEIA TV KOIVWVIKNA amopévwon
AOYW TIEPIOPICHEVWV EMTAPWV Kal TTpoBARMaTa
B8dapoug AOYw Tng €AAeIPng doknong. H cupueto-
XN akéua, oe opddeg culrTnong Ue AAAouUG Yo-
veic madlwy Tou acXouv anod AlpopPogIAia Uro-
pei va BonBrioel oTNV TIPOCAPHOYT) OTA vEQ dedO-
péva.

2 0eUTEPO OTADLO, O PUXOAOYOG Ba MPETIEL Va
OoUAeUel e To 1o To Taudi, To ortoio Ba mpEmeL
Va QVTILETWITIOEL TO POBO TOU YIa TOV TIOVO KAl TIG
EVEOEIQ Kal va katavonoel OTL n Beparieia Tou
Jrtopei va eivat enwduvn aAAd Ba 1o KAvel va viw-
oel ypryopa kKaAutepa. EmmAéov, oTn cupBou-
AeUTIKRA Oa TIPEMEl VA GUMMETEXOUV Kal Ta adép-
P14 YIa va avTijeTwmmieTal méavoeg avraywvi-
OMOG HETAEU TWV TaIBIAV AOYW TNG 181aiTEPNG
TIPOCOXNG TPOG TO TIAGYOV Maldi.

Mpwipn maidIkA NAIKiA (6-9 eTav)
Auta Ta xpdévia gival onugavTika yia Tnv avantuén
TWV YVWOIAK®V IKAVOTATWY, TNG KOIVWVIKOTTOiN-
ong Kal Tng ouvaiodnuartikng vyeiag. Ot eldikoi
Ba mpéeTeL va UTIodEiEOUV 0TOUG YOVEIG TEXVIKEG
yla Tnv ardvinon SUOKOAWV EPWTHOEWV Kal yia
TO TIWG Ba evBappuvouv Ta TAdLd va MApaApEVOUV
aloledo&a. O1 yoveig gival amapaitnTo va mep-
voUv ota maidid Toug To MRVUUa OTI gival 6Mwg
6Aa Ta aAAa maidid, apoAo tou xpeldlovtal Be-
parieia yla karola aipoppayia toug. Etol dev 6a
€XOUV TNV aiocbnon OTL eival KATL SlaPopPETIKSO Kal
oTadlaka Ba arodexTouv TN Xpodvia ndénor Toug.
Mia KaAn uEBodog eival n xpron EIKOVWY Kal Ta-
POUOLWOoEWY Ao Tov YPuxoAdyo 1) TOUG YOVEIG yla
va e&nynoouv oTo mawdi Tt cupPaivel 0TO CWUA
Tou (Yla mapdadelyua, Kata Tnv meptypadr) g dla-
dlkaoiag Tng TmMéng, Ta KUTTApa mou KAeivouv Tnv
TpUMa Uag aptnpiag Umopouv va TapopuolaoTouV

o
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pe TNV TAra 1ou KAgivel To vepod oTo Vithipa). H
€VOOXOANoN Tou TatdloU e VEEC OWUATIKES dpa-
OTNPELOTNTEG KAl oL AAAoL TiBavoi Kivouvol oTo
OXOAE(O KOBIOTOUV AMapaitnTn TNV EVNUEPWON
TWV 0AOKAAWV Yla TN vOoo Tou maldlou.

‘000 Yla TIC nuEPES Tou To matdi Ba xpelaoTel va
Aeigel amnod ta padrpata yia Adyoucg uyeiag, Kaho
eival va undpxel £&vag ouppabnTng-eilog mou Ba
TO evnuepWVEL yla TNV UAn. Etol To naidi Ba dla-
NPEl TV enaen pe v Ta&n Tou Kat Ba e&ako-
AoubBei va aobavetal éEAOG TG ouAdag aKOUa Kalt
KATA TNV aroucia Tou.

2nuavTiki BorBela og autr) TNV NAKia propei va
aroteAéoel n opadiky Beparteia, orou Ba yvwpioel
Kal AAAQ TTadLd e tnVv dla 1BLaTepdTNTA OTIWS
auTd.

I'IpooTn a(pnesm (10-13 V)

O YuxoAoyog Ba mpémel va dei&el oTo MaIdi TG
va diaxelpiferal Ta cuvaicORuaTda Tou yia Tig dA-
AGYEG TTOU ONHEIADVOVTAI GTO OWHA TOU Kal WG
0a maipvel mAéov evepyd uépog oTn Bepancia Kai
Tn dlaxeipion Thg uyeiag Tou.

2€ auTr TNV NALia, n epgpavion apxicel va anokta
onuacia kat To raldi eival rbavov va reoel Buua
MEPAYUATWY ard cuvounAikoug Tou yia Tiieavo
nepltto Bapog. Eival onpavtiké va pabel va avri-
METWTIEI Ta TIEIPAYHATA XWPIG VO MITAEKETAI OE
KaByadeg mou 8a pmmopolcav va amodeiXTouv
emKivouvol. 2NV mpwtn ePnpeia, ot véol doKIUA-
Couv Ta OpLA TOUG KAl OUXVA ATTOKPUTITOUV TIANPO-
Popieg yla Tnv uyeia Toug yla va arnopuyouyV Ti-
Bavr) erinAngn.

Oa mpénel va KataoTel oapeg ota nadld OTL To va
MAve 0TO VOOOKOUEIO Oev anoTeAel TIHwpPIa Kat OTL
0 (POBOG 1) To AyXog ToU Uropei va dei&ouv ol yo-
VEIG Toug dev eival dIko Toug pTai&lpo.

Epn6eia (14-17 e1av)
O1 £pn6Bol £€xouv Tnv Tdon va ayvooulv R va ayn-
PoUvV aigoppayikda emeioc6dia f Kai va aueAouv

i
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TN PuoloBeparneia Toug. O eldIKol urtopouv va
TOUG BonBrioouv va avTIUETWTIIooUV Tn duCapE-
OKELa TIOU Toug dnuloupyouv n Beparteia kat ot
UTIOXPEWOELG OXETIKA UE TIG ALUATOAOYIKEG dlaTa-
PAXEQ TIOU TIapoUcLaAlouv Kal va ppovTiCouv T
OWUa Toug. 2NV nAKia auTtr) &eklvouv Ta mpwta
pavteRou Kal praivel To SiAnuua yia 1o av 8a
arokaAuyouyv Tnv naénon toug. ZUvAen cival Ta
ouvaicOnuara 6mwg n avacPdaieia R o ¢o6og TG
améppiPng. Ot edikoi Ba mpETel va kaBodnyrHoouv
TOUG YOVEIG yla TO WG 6a cupBouAeUouV Ta Tal-
Ol Toug O¢ BEATa TOU APOPOUV EV YEVEL TOUG
€QNBoUg, OTWG 1 AUTOTIENOIBNON Kal Ol OXECELQ
e TO AAAO QUAO.

EvnMKn Cwn

Me Tnv evnAikiwon, n Zwn yiveTal mo TePITTAOKN.
To atopo pe aigoppoIAia £XEl TWPA VA AVTIHE-
TWITiogl MPOKAROEIG OMWG N €UPEDN £pyaciag, To
KOOTOGQ ThG Oeparciag (av dev KAAUTITETAI TTAEOV
amé To Tapeio acPAAIong TWV YOVIWV) Kal o1 oXé-
o€Ig ME TOUG AAAOUG.

AKOWN, Ceuydpla alopPOPIAIKWOV EPXOVTAL AVTIE-
TWMAa Pe ™ oofapr arndoPacn oxXETIKA Ye TNV aro-
KTNOon Tatdlwv.

2XETIKA e OAQ TA {NTHMATA TIOU E€XEL VA AVTLUE-
TWTOEL Eva ATOMO LE ALLOPPOPLAIQ, KAL OE AUTH
NV nALKia, eival TIOAU ONUAVTIKY) 1 UMOOTNPLEN
aro TNV OKOYEVELQ, TOUG PIAOUG KAl PUOLKA artd
TOUG ELBLIKOUG.

TéNog, og kKABe oTAdlo TG {wNg, TO ATOUO UE al-
HopPOPIAia eival arapaitnTo va €xel cuveidnon
TWV TIEPLOPLOUMYV TIOU TOU BETEL 1] XPOVIA TTABN0N
TOU, AAAQ TO YEYOVOG aUuTO dev mpémel va eUmodi-
Ce1 TOV i810, 600 Kal To TIEPIBAAAOV TOU, va avTi-
METWTTIOUV TRV TIPAYHATIKOTNTA AUTH WG Hia
nPOKAnon {wng, 61ToU 01 EVTOVEG EUTIEIPIEG TG
acBévelag Ba pertappalovral oe duvaun Kai 6xI
oav ¢oBia yia To EAAOV.

Psychosocial Care for People with Hemophilia, by
Frederica R.M.Y. Cassis. Published by the World
Federation of Hemophilia, 2007.

Metagppaon-npooapuoyn — Aavan Tayrapa
TeAe16poiTog Tou TuRparog Zévwv Nwoowv, Metappaong
kai Aigppnveiag Tou loviou MavemoTtnyiou.

o
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To evnuepwTikd €vrumo Tou E.K.E.A

Mewd v aipobooia

« 01 NEPIOOOTEPO! aipodotEs aigBavovial
nofv kaid Kat @edyouv and v
aipodooia voihBovias peydan
quroektpnon. (101600, EVaS nod
WIkpos apiBpos aipodotdv pnopei va
ai08avlEl zaan

o AV £X€ls KANOI0 oUpMIWHa EVNPEPWOE
© npoomnmb s aipodooias. Eival
exnaiBeVpEvo KAl £unepo Kal Bace
ponBnoE! VA 10 £enepaoe!s g0Kofa Kal
yphiyopd

« Av ai08avBEls 267N, agoU €XEIs QUYE!
an6 1 xOPo S aipobooias, KGBIOE PE
10 kel aVAPETd gta yovaw n
ganAwoe pazovias @ nodiaynid

o AV mpoppnvhusl 10 onyeio NoY £yIVEN
mpoﬁmviu nigoe 10 Kal ohKWOE 10 XEP!
ynid

« AV Napouoidcoess kanoid aoBéveid o€
Wikpod Siaompia apotoY £6woes aipd f
av ap@ipaners yla v akpipeia WY
Qnavthoewy nov £bwoes 010 \aTpIKO
\GTOPIKO, g16onoinoe apéows mv
aipobooia Y@ va pin ddoel afpa 00U
yia petyyion

T18a yiveLo gia nov £6WOES
*08a eEt-:moBei yia nnatuda Bwkai G, AIDS,
HTLY, kal ou@iin

o Av ppeBel geuK6 anotEneoud ge kanoiad
gEétaon, 10 afpa ooV devBa pemwloaei
kai Ba svnpepmeeis VE ano6Autn
exepuBeId

«Ba Sraxwpiotel 08 epuBpd aipooaipid,
muonslﬁﬂm ka1 ndopa nouv Ba
pemwmﬂoﬁv o€ TPEIS 6|u¢0pstmoﬁs
agBeveis avanoyd petw© GuotauKo Nov
xpeidzovial yiamy gepaneia 10US

Ie cuxaploToUPE nou gioal
E@efovins Aipo60tns

Adoe ZWA PETO aipa gov

live Takuko

EBefovins Aipodotns
Aipa pnopeis va sivels 3-4

7

opés 10 xpovo

YNOYPTEID YTEIAL KAl KOINONIKHE AMHAEITYHE
EGNIKO KENTPO AIMOAOEIAE lE.KE.A-]
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|

[Mepiopilel Spaotikd
v e&amiwon

To ouxVvo rAdoluo
TWV XEPLWV OTO
OTITL I} OTO XWPEO
gpyaoiag, eivai
&vag aroteAeoua-
TIKOG TPOIOG YA
mv aropuyn &a-
MAWOTG TWV [LO-
AUvoewv, kabwe
yla mn ueTadoon
EVOC 10U apKel Kal
Uia arAn xeayia.

HOAUVOEWY

O kaBeig yvwpiCel OTL TO MAUGIHO TWV XEPIDV
gival deiypa vyeiag. Emmpoobetwg, wa véa
MEAETN arodelkVUEL OTL TIAEVOVTAG TA XEPLA
MaG OUXVA Kal 0TNV KATAAANAN OTLYMT, ATTO-
(PEUYOUE KIVOUVOUG TIOU BLATPEXEL N OLKOYE-
VELA HaG vVa appwaoTroel. Ol MePLOCOTEPER -
AETEQ YLa TO TIAUCLUO TWV XEPLWV e0TIAlovTal
OTOUG AraoX0AOUUEVOUG OTA LATPIKA EMAY-
YEAUATA KAl TIAPOXNG UMNPECLMOV YA TNV Ta-
PACKEUT| TPOPIUWV.

Mia GAAN peAETn Bprike OTL O OTITIA, OTIOU Ei-
XAV Kataypagei MePLOTATIKA CAAUOVEAQG, TA
Baktnpla eEakoAouBouoay va....KapadoKouv
OTIG AeKAVEG TWV TOUAAETWV TPELC ELOOUADES
META TO EEOTIAOUA TNG APXIKAG MOAUVONG.

Ta xepoUAla TnG MOPTAG, Ol POUUTTIVEDEG TWV

HTTAviwy, ol SIaKOTITEG TOU NAEKTPIKOU gival ol
KUpIEG TINYEG HETABOONG MIKPOBiWV OTO OTIITL,
ondTe MPETEL VA OiVOUUE EUPAON OTOV Kaba-

PLOUO TETOLWV ETUPAVELIDV CUCTNUATIKA Kal

va mMAEVOUNE TavTa Ta Xépla pag érav
TIG ayYi{ouE.

Mote emBaAAerai

O ouyypapeig g HEAETNG emonuaivouv OTL
N EMAOYY TOU XPOVOU MAUGIHATOG TWV XEPLDV
eival KaBoploTIKOG TapdyovTag UETASOONG L
KpoBiwv. Eival mpo@aveg OTL IPETEl va TTAE-
VOUME Ta XEPIA HAG aPoU XPNOILOTIOINOOUNE
TNV TOUAAETA, apoU GpTAPVIGTOUHE N TIPIV Ppa-
ME R TIPIV MACOUNE OTA XEPIA HAG TPOPEG.

To MAUOLUO TWV XEPLLV €ival EMIONG avaykaio
apou: KaBapioouue €va Katokidlo {wo, ayyi-
Eoupe Tov oKouTILOOVTEVEKE, KaBapioouue
pouxa, MAUVOUUE 0avida KOTING KPEATWV.
Eival d0okoAo va moTéPel KAmolog 6TI KATI
T6060 amAd 600 To MAUCILO TWV XEPIWV HITOPEI
va eMNPEAcel TNV UYEia TG OIKOYEVEIAG pag
Kal Tn SIKA Hag.

(aroornaoua ano: THE NEW YORK TIMES)

2 napadeiyuata apvnuknig S1a@npICUKAC NPOGEYYIONG

Y |

DU K V1OLUCQ

“ME KAOE EIZINMNOH H ZOQH 20Y MIKPAINEI”

‘Eva éEunvo Tacdkl e okomo
NV YUXOAOYIKT| QroTporn
TOU KanvioTh arod tn PAaBepn
auTn ouvnhBela.

o




i co

sh: -

SPEA-53-final 8/21/09 8:32 AM SeAida 22
i - i % O
N 3 4 A
il S q ; e %3 ’ ey

EA MAZX”

IOYAIOX - AYTOYZTOZ - ZEMTEMBPIOX 2009

Kavoveg cUupmTEPIPOPAG \,/
KAONUEPIVAG EMKOIVWVIAG J

ue dTo “q ue avqnnpia H’ | evien | QQH}AQ'C'ELQ E.T\'LKOLVWVng — | evim

leappateia Evnpepweons, dvtamokLVopevn

; 1 6T0 ditnpd TNG éé()qg tng UNESCO tov Mavemestnpiou
. _ . Maredovidg, TEOXWENGE 6TNV EJO6N dUTOY
ToU 6UVTOpoU 0dnyol 6TNV EAANVLRH YAWE64.
Tia()céxa JERAOKTW KAVOVES SURTTEQLPOQAS

Kq%npa@wﬁg ETTUNOLVWVIAG YE ATOMA ME dAvarTnpid.

To KELMEVO ATTOTEAEL PETAPEAEN ATTO Td dy Y ALY Tng
avtistoixng Erdosng tng Kpodturng Zuvoposmovdidg
ATOPWY pe Avarmold. [+ 0pddTntd Twv dewv mou
XQN6LPOTTOLOUVTAL EXEL EAEYXDEL amd Ty EJvurm
Zuvoposmovdia ATopwy pe Avarmoid (EZApeA).

, 6. EMUEVTPWGTE TNV TPo60XT 6dS 6€ ATOMO KE MEOPANpdT
. AV KQLVETE dTL UTTAQEXEL avayhn vd PonBnieete éva dtopo ) ¢ ¢ ) ,H 2 . eoPAy .
) . ) . OpAiag. Av dev kataAaPaivete T AEEL To dTopo dUTO,

PE dvarmnold, QWTAGTE Tov/ TNV motog elvat o kaAUTEQROS ) ) )
i i gntAste tou/Tng va to emdvaidBel. Mnv mposmoteiste
TEOTOG vl To KAVETE. . )
ot rataAaPate.

. 'OTaV 6USTAVEGTE 6€ £vd ATOPO PE TEXVNTO 1 dlrEWTN- 7. M\ate qpyd Kat kaDapd 6€ Eva dTopo PE TMEoPAApATA
QLASEVO XEQL, UNV ATTOPEVYETE Vd TOU SWGETE TO XEQL dlrong. Mn QUVATETE kdL pn RAATE pEsd 6T dutl
64G. AWSTE TO APLETEQRD 6AG xéQL h ayyi&te Tov/Ttnv pe tou/Tng. O ERPEAGELS TOU TTROSWTTOU 6dG KdL oL kv -
Pd @A XELpovopid. 6€LG TWV XEALY 6ag PonTave to dtopo pe meoPAn-

Pdtd diong vd 6dg kdtdAdPer. Av eEdroroudeite va

pnv el6Te 6lyoupot OTL 6dg KATAAAPE, 6NPELWSTE O,TL

. MOA6TE ameUTELS 6TO 4TORO PE AvarTnpEld TTARd PE6W DéNeTE v TElTE.

Yovéd, suveQYdTN, 6UVOSoL A SteppnvEd.

8. 'Otav XALRETATE Evd TUPAD ATOPO 1) ATORO PE PELWHEVN
dpaen, meite Tou/ TN To dVopd 645, Av Tou/Tng TMpo-

- MONGTE PUBLOAOYUIE, XPNGLUOTIOLWVTAS HOLVES ENPEAGELS spépeTe Poridewd 6To MEPMATNP, APASTE Tov p—

¢ EUED, 5 aPw» > 5 ; s
Qe e L R L dOUPTIAGEL 6T0 Ppaxiovd 6ds.

6UVTOpd? - AveEAQTNTA dTd TNV dvapld TTOU EXEL TO 4TORO

auUTd. Mn POBA6TE va XENELUOTTOEETE A4D0G AEEELS.

9. Atopd PE TRoPAAKATA drong 1 5Qdeng Mool vd ETTL=
KOWWVN60UY EMIENG Kdl PESW TNG dieDneng Ttng deng.

- AV POWTE Yid ALYo PE TOPO 6E AVATTNELILD KaEOT6L TR0~ AV 6UVAVTRGETE £V TETOLO TOPO, PITOPELTE VAl EMTLFOL-

6TIAIN6TE VA XAUNAWGETE 6TO VYOG ToU, WETE Vd do= VUOVASETE PaZi ToU 6XNMATIZovTas REpaAdia ypappata

KHTNGETE OMTLHT EMAPT). 6TV MaAapn Tou/Tng.

22|
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10.Av S€V EXETE OLKELOTNTA KE EVA ATOHO HE avamnEid amo=
UYETE va Tov/ Tnv QWTNGETE Yid TNV dvarnpid tou/tng

) TLG dLTLES TNG.

11.Md £6TE SLalrQLTLTOS KdL UTTOPOVETLRDS, Evd ATOpO PE
AvATTNELd ATTOREL Vd XQELAGTEL TEQLE6OTEQD XQOVO Yid vd

KAVEL KATL.

12. Mnv emrawveite umepPoAurd éva dTopo P avamnpld mou
ERTEAEL PUOLOAOYLIES HADNUEQLVES EQYAGLES.

13.Ev0) MEQUUEVETE 6TN YRAUMN, TTARAXWENETE Tn TE6N 6dS
6€ £V ATOUO PE aAvarnpid i HEGOAAPNETE WETE To dTOpO
AUTO Ve TPOXWPENGEL UITRO6TA 6TN 6ELQA KdL NV 6TERE=

6TE alrPLPLIG PITEO6TA TOU 6€ TOAU KOVTLVA dTTO6TA6N.

14./0tav XQEN6LUOTIOLELTE HE6A PATLHNG KETAPOQES TTRO6PE-
QETE TN DE6N 6dG 6TO ATOUO KE avarnpid. Bondnete to va

emPiPastel i va amoPiPastel amo to AewQopeto, To TEAp
Y TO AEQOTIAAVO, dPOUL TTEWTA PQWTNGETE YE TTOLOV TEOTTO

pmopeLte va Pondneete kaAutepa.

15.Mnv ayyiTete ta opBomedurd Bondhpata (ratepitees,
prra6TOUVL, avarnEutrd h'q()otsam), TTQA POVO AV 645 EXEL
gnTnDel. Mn 6TNELTESTE 6 AvATTNELKO KAQOT6L, Elval
}Aé()og Tov n()oewmh'ob x(}JQou TOU dTOMOV TTOU TO XN~
sLporToLel. ‘Otdv 6UVOSEVETE ATOPO 6E dAVATTNEUTS dpd=
Eidto, pin pepATe 6T0 apaEidio tou/Tng Ty TedvTd 645
N 6dOUAES HE PLIVLA TTROKELUEVOU VA EAAPRUIGETE Td
XEQud 645, To avarmnEurd dpa&idio Kat td AoUTd TEXVIK
Pondnpatd DewpoLvtdl WG «mMEoEHTAEN TOU 6WHATOS?
TOU dTOROU PE dvamneid krdL avitraDisTouV Tn AELTouQ-

Yid TWV HEAGY TOU 6LIPATOS TToU SEV AELTOUQRYOLV.

EAAHNIKH AHMOKPATIA
FENIKH TPAMMATEIA EMIKOINQNIAS
FENIKH TPAMMATEIA ENHMEPQZHZ

16.Mn xaiSeVeTe Eva 6LAO-PonDd atdpou Pe dvamnpid
EVO6W KEQYATETAL?. ZNTAGTE ASELd dATTd ToV LSLokrThTN.

17.TTQo6EETE ToUG 0dnyoUG dUTOHLYATWY MOV PEQEOUV To dvd-
QLD 6Mpd. ‘Otav PAEMETE Eva dutokivnto mou QEQEL To
AUTOROAANTO PE TNV AVAITNQEURT KAQERAQ 6TO TTEO6TLVO 1)
6w TCAPL, AUEABTE TNV dITO6TA6N, XAUNAWGETE TAXUTNT
KL va EL6TE TTLo ToSERTIROL. OUUNDELTE dTL Eva dTopo pe
AvATTNELd KITOREL Vel dQYEL Vvl ERTEAESEL PEQUNES EVEQYELES.
MnV ITAQEKAQETE 6€ PEEN TTOU Elval KATOQLOPEV PE Td 611-
patd mEosPdasng avamnEirol KapoTsLol kdl Pmeostd 68
QUMTTES TTRO6PA6NG 6€ MTETOSPOPLA i 6€ HATAETARATA.

18.Mn SEiXVETE olIrTo 6€ ATOPA PE dvaTTnpid. ZUNTTEQUPEQ=
Deite Toug 6av L60UG, yuatt auto etvac. Otav 6UVOIEVETE
&va adi Tou AdYW aFWag MEPLEQYELAS PWTAGEL Yid ToV
4vOQWITO PE avarmpid Mou TUYXAVEL va Elvdl SimAd 64,
EENYELGTE TOU D60 TTLO ATTAL ATTORELTE O,TL YVWPELTETE Yid
TO ouxkak()wévo eidog avamnEidg. Mnv qnot@énata TO
Mmawdi armd To vd oLtdZet Tov avdpwrto e dvammnpld A va

6dG PWTNGEL GXETLH.

23
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