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Ymoupy6é Emikpareiag k. Mepamerpitn, appodio yia 8épara AMEA
Av. Ymroupyé Yyeiag k. Kovrolapdvn

r.r. Ymnpeowwv Yysiag k. KwroiétmrouAo

MéEAn Aiapkolig EmTporriic Kovwvikwy YroBéoswy

EZAMEA
NOIrKAMEA

OEMA: «Emurponry Xuyyevwv KapSiomaBeiwv [Maidwyv Kat
EvnAikwv»

AZioTIpE KUpIE YTTOUPVE,

O TANEAAHNOZ IYNAEZMOZ NAZXONTQN AMNO ZYITENEIZ
KAPAIOMAQGEIEZ 18pUbnke To 2005 kai eknNpoownei BeopikG ka1 ot
naveAAadiko eninedo To OUVOAO Twv naoxdvTwv and OUYYEVEIC
kxapdionabeieg, kaBWG kAl O NepiNTwWaon avnNAIKOTNTAG TWV YOVEWV Kal
KNOEPOVWY aUTWV. O OUVOAIKOC apIBUOC TWV NAaoxovTwyv and NoIKIAEC
HOP®EG ouyyevoug kapdiondBeiac Eemepva Tic 30.000, OUNQWVa JE
TOUG UNOAQYIONOUG TWV appodiwv popéwv. AnoTeAel péAoc Tne EBvikn¢
Zuvopoanovdiag ATopwv pe Avannpia kal Tne avTIoTOIXNG EUPWNAIKNAC
0pYyavwong - ounpeiag, TN EUROPEAN CONGENITAL HEART DISEASE
GROUPS, evw péow Tnc EZApeA, OUUUETEXOUNE EVEPYG OTOV
NAVEUPWNAIKO ENIONPO QPOPEA YIA TIC XPOVIEC nadbnoeic, To andAuTta
EykUpo ka! akionioto European Patients’ Forum.

Me é£xknAngn, pe anopia aAAd kai HE anoyonTeuon
nAnpogopnBnkape and Tov napadooiakd kai NAEKTPpOVIKO TUno,
TN OUOTaON &K pPEPOUG 0AG OTO nAGiIoIO Tou Kevrpikou
ZupBouldiou Yyeiag (KEZY), 1ng Asyopevnc «Emrponng
Zuyyevav KapdionaBaiwv MNaidwv  kai EvnAikwv», Eav
QVaTPEEETE OTNV NAEKTPOVIKNA aAAnAoypagia Tou Ynoupyeiou
cag, Ba diomoTwoeTe 0T n dnuioupyia TNC npoavagpepBeicac

ENITPONNG KO PE TO OCUYKEKPIPEVO QVTIKEIYEVO (Tov
EXOUYYoOVIoUO Twv naibokapdioxelpoupyikwy KeEvipwy otnv
EAAGda xar T Aettoupyia Toug pe Bdaon ta Siebvh mpdTUNa, LE
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adelodoTnong, Ta KPLTNEWa KATAAANAOTNTAG KAl Kuplwg TNV
TAKTIKA AELOAOYNONG TOUG, HE CUYKEKPIPEVA KPLTNPLA TOLOTNTAS
TWV TIAPEXOHEVWY (ATPIKWY UTNPECIWY) UTNPEE TpoTach TNV
omoia mpoéBale kat' emavainyn o IUVHECHOG pag OxtL HOVO TIPOG
£0G¢ aAAd Kal MPOG OELPd MPOKATOXWY 0ag, HE TPOTIO oA Kal
enionpo. Kat' apxfv emopévwg Eeivar Tpowaveég OTL TOUTO
arnoteAel LIOBETNON HLATUNMWOEVTOG ALTAPATOG TOU XWPOUL Hag
npog €0ag. H anotipnon, ev MPWTOLG eivat BETIKN, HL0TL eLAKpLVA
noTtevoupe OTL n Lapén TG eivat anapaiTnTn Kat oTL N ev Aoyw
ETILTPOTN S0vaTal va MPooYEPEL KABOPLOTIKA 0TO MEdIO TO OMOIo
Hag agopa apeoa. QoTo00, N cLVBESN TNG ETULTPOTING KplveTal ano
HaC TAVTEAWG amapadekTn, OXL avag@opikd e TOUG AapmpPoug
Mpdypatt EMOTAHPOVEG TIOV TNV anoTeAoLY, aAAa ooov apopa tTnv
EKTIPOOWTINGN TOL TOCO gvaicBnTou xwpou pag. Eival mpopaveg
otTL Sev urtpEe kapia dtaBolAgvon 1 EVNUEPWON €K HEPOLG OAg,
mapd Ta UTIOPVAMATA TIOU KAT EMavaAnyn oag €XOUHE OTELAEL
npoBaillovrac bikaia Kat PEAAIOTIKA alTnuata kKat ¢nTwvtag
gnipova aAla@, Qev, patata Kamnota cuvavInon Pe €0ag n Tov OToLo
appodlo ouvepyatn ETAEEETE ECEILC.

K. YNOUpYE,

anoTeAOUPE VOUIHO CWHATEIO, NMICTONOINUEVO and TNV MNoArTeia
o OAa Ta duvara enineda, EMNANEIAHMMENA, naveAAnviag
euBEAsIaG, snpocns o1 id101 01 unovpcupov*req KQ! Ta NAEIOTa TWV
pel\wv pag Nnaoyxovreg Kai paAiora and ooBopom'rsq EK YEVETNG
aviateg kapdionabsieg, karaBéToups ™mv tpuxn pag avidioTeAwG
kaBnuepiva oe €B8eAovTikn Baon, XWpic xavéva UAIKO OQEAOG.
KovTa pag Bpiokovral Kai YOVEIG - xnbepovec oywvnouwsq yla Ta
avhAika naidia Touc, avwvia TNV Onoia avTiIKpioauE Kal EUEIC OTa
pATIO  KANOTE Twv JIKWV pag vovéwv., H npoownikn
npo@aviéoTara ano®aon oac va ayvonoeTE Ol uoOvov TO
SUVOECUO UAC. OAAG KOl ETEDO OUVAUIKA KAl VVWOTA OCWUATEIA UE
avaloyn 3paGon kai akoéun onuavTikoTEDN TNC JIKNC uac,
noooBAAAE! Ka1I UNOTILG OY1 LOVOV EuGC wc aoBeveic kal 'EAANVEC
NoAiTec, aAAG xal Tov ToIToBaBuio MOPEQ EKNNOCWNNONG Lac
nv EBvikn Zuvouoonovdia ATOUWV UuE Avannpia (EXAMEA).
6'07! use Rnnn ﬂFlﬂﬂ Vﬂllﬂﬂ"‘l‘ﬂllﬂ‘l’lu\\l ﬂ‘ll\llﬂ'l’ﬂ nnn FTh\V TOV
OEZMIKA ANAINQPIEZMENO cuvopiAnTn Tng NMoArreiag o€ BEpara
avannpiag kai xpoviwv noeﬁoswv AnoTéAeoua: 6nu|oupvr'10cm»:
OXESOV EV KPUNTW pia EmiTponn pETOEu TWV peva ™me ononaq
Oev ouuneplepBoveml OYTE ENAZI naoxwv n nacrxouoa ano
CUYYEVN Kopbuonueem, OYTE ENAZ vyoviag ovn)uxou
kapdionaBoug TEKVOU. Opol\ovouuequ yia Ta beﬁopevo ploq
unoTiBeral suvopoupevnq X®Pag ToUTo Eival YEYOVOG KAIVOPavEG
f NAGVTWG NPWTOTUNO.

K. YNOupye,
dEV EI0TE UNOUPYOC KANoIWV aoBevidv Kal Kanolwv OUuAASYwv aAAC
OAWV TWV EAAAVWVY NOAITQV. ‘EXETE OWOE! 1EPO OPKO VA UNNPETEITE TOL




CUMNOAITEC 0aC KATa TO KoIivo nepi dikaiou aioBnua, TO onoio &v
npokeipévw napapialere.

ZNTOUUE aNO 0QC va aQVAKAAEOTE GUECA TNV ano@aon oac npocg uia
NEPICOOTEPO 0QUOIAOTIKA Kal dikain &xnpogwnnan. Z& OIQPOPETIKN
NEPINTWON N OCUYKEKPIMEVN EMITPONN Ba OTEPEITAl TOU ANAITOUMEVOU
KUPOUC Kal avTINPOoWNEUTIKOTNTAC.

ZNTOUNE Kal JIKQIOUNAOTE va PABOUME KE MOIG QVTIKEIPEVIKA KPITAPIO
ano®paocioate TN oUVBeEON TNC EMTPONNG, yiaTi Sev EVNUEPWOATE OUTE
E0TW TUNIKG TG NOAUAPIBUG CWRATEIG TOU XWPOUC WAcg Kai yia noiov
AOyo pacg anafiwveTe T000 Bavauoa.

ZNTOUME va paboups : nwc B8a anogaoilouv kanoiol via TiIC {wec pag
XWPIC EPAC;

EQv EXETE KATI vaA ENIKGAECTEITE EVAVTI NUWV EITE CUYKEKPILEVWOV
(POpPEWYV, 0aC KaAOUUE va To npafete Twpa. Ox1 aupio. Eav dev
avayvwpileTe TO poAo Tnc EZAMEA, dnAwoTe TO €EUBEWC Ka
aiITIoAOYyNoTE TO, €av OuvooBe. Epsic Bc OUVEXIOOUMNE Vva 0ag
aneuBUVOUNE NPOTAOEIC KAl QITAMATS, YIaTI auTtn Tn OE0UEUON EXOUME
avaAdBel OTOUC CUPNAOYOVTEC MaC, UEAN pacg n oxl 8ev Exel onuaoia,
KQa! OC pac QyVvoOEITE.

Eival TunikG —-0X! OUCICOTIKG- dIKQiwUG 0ac va EUUEIVETE OTNV anNo@aon
gac. OAIBepo aAAC oeBooTo. Eusic 80 CUVEXIOOUMNE TNV KaBnuepiv

nopeia poc yvwpilovrac BaBié peog poc OTI ENITEAOUUE TO UWIOTO
vBpwnioTikO pag kabnkov. EAniloupe OTO TEAOG TNG BnTeiag oacg va
NONOFITE 1 MFITFE O SricC TO 10

K. Ynoupyg,
Sic transit gloria mundi. ZupgBouAn ano avBpwnoug - NOAITEG
nou 3ev énawav oTiyun va aywvilovral kai ouTe 6a 1o npagouv.
Towc va unv tn xpeialeorte. O Xpovog Ba Kpivel.
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