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Aovhedovtog Y aoBevels mov Thayovy amb omdvie voouate, mohiThokeg vogoug ket maldaEl yaunhol emmolaoiod

Svvevrevy e Tov evpwmalo emitpomo yia THY vysin xat TRV ATPAIEIL TWY TROPHUWY

«0a wpeAnBouv xIAIadeC

aoBeveic»

O Vytenis Andriukaitis, o eupwnaiog enitponog yia tnv uyeia kai tnv acpdAeia
TwV TpoPiuwV, A€l 0TI N onuaacia tng eupwnaikng ouvepyaaoiag yiverar 16iaitepa
oaeng atnv nepintwaon twv onaviwyv Kai noAUnAokwv voowv.

Tiamotéleae éumveva] yie Ty Ovutovpyio Twy
Evpwmndixwy Atiwy Avedopds;

AKoUE OUXVA TPAYIKEG I0Topieg aoBevwy e
ondvia voonparta N NoAUNAOKeS VOooUG Nou
B¢touv oe kivbuvo T {wn Toug ol onoiol avti-
petwnidouv duokoAieg otnv andktnon axkpiBoug
didyvwang kai otnv npdoBacn o€ KatdANAEG
Bepaneieg, kaBwg kal oe KAIVIKG €EEIBIKEUPIE-
voug Iatpoug. O1 yiatpoi Toug 6ev pnopoulv va
ToUG BonBnaoouy, kaBuwg dev eixav Noté aobe-
VEIG e napdpoleg Nabnaoelg, kal €10l JEvouv
xwpig Bepaneia n npénel va wagouv oto dia-
diktuo pe v eAnida va Bpouv KAMoIo IatpIko
KEVIPO Mou va éxel TV anapaitntn e€eibikeuan.

o pmopotv T EAA va fekriciaovy Tig {wég
Twv Evpwmainy;

Xdpn ota EAA, ol aoBeveig pe ondvia voonpata
Kkai moAUnAokeg voooug Ba eivar og B¢on va ano-
KTMoouv TNV KaAUTepn Bepaneia kai Iatpikn oup-
BouArt nou undpxer otnv EE yia t ouykekpipévn
nadnon. Or yiatpoi Toug Ba éxouv npdofaon oe

pia noAU €e1bikeupévn opada ouvadeApwy and
OAn v Euponn.

Y€ Mpwm (paon, navw and 900 Lovadeg uyeiovo-
HIKNAG NepBaApng and axeddv 6Aa ta KpAT pEAN
G EE Ba ouvepyaotolv oto nAaioio 24 Bepati-
KWV BIKTUwV. Ba KaAUWoUV dIApopeg NaBATEIC,
and diatapaxég ata ootd Héxpl VoouG Tou aipia-
T0G, and Tov NabIKG Kapkivo EXpI T avendpkeia
TOU avoooroIiNTIKoU oUaTNUATOG. Oa dIEUKoAU-
vouv v npdafaon oe didyvwaon kai Bepaneia,
KaBwg kal TN OUVOAIKM MPoaPopd NPOCITAG KAl
OIKOVOLIKA anoboTIKAG UYEIOVOLIKNG MepiBayng
UWNANG NoldtnTag,

IToto siven To MAeovERTNUA THG TUVEPYATILS
oe emimedo EE o autédv Tov Topéa;

ME TN yvwon Kal Toug NApouUG YIa GUYKEKDILIE=
VEG ONAVIEG NaBNaEIC va eival Hiackopriopiévol
o€ BIapOoPETIKES XWPES, N EE Lnopei va napéxel
ONLAVTIKA 0QEAN oUVOEOVTAG TIG TEAEIES, PEPVO-
VIag o enaen 181KoUG Kal LIEYIOTONOILVIAS TIG
oUVEPYIEG LETALY TWV KPATWY HEAWV.

navw

ario

900

Hovabeg UYEIOVOUIKAG
nepiBaAyncg

\

Beuatikd biktua



«Kauia xwpa bev exel tn
yvoon kai ) buvarotnia
va Bepanedoel OAeC TIC
onaviec Kai NoAUNAOKeg
nabnoeig.»

Vytenis Andriukaitis

Kapia xwpa dev éxel  yvwon kai  duvatdnta
va Bepaneloel OAEG TIC ONAVIEG KAl MOAUNAOKEG
naBnaoeig, aAAd xapn atn cuvepyaaia kal otnv
avtaA\ayn YWWoewV Moy pnopolv va 0waouy
{Wéc o eupwndiko eninedo péow twv EAA, pno-
pouUpe va eEaopahiooue o1l ol aoBeveic oty EE
Ba éxouv NpdoBaon aToug KAAUTEPOUS E1IBIKOUG
MoU UNGPXOUV.

Iotog etvert 0 péhog bowy oupuetéxovy ot EAA;

O1 kivntpleg duvdpiel niow and ta EAA eivai ol
NAPOX0I UYEIOVOLIKNG NepIBaAwNg Kai ol €Bvi-
KEG apxég uyeiag. EmbeikvUouv euniotoouvn,
avaiapBavouv euBUVeC Kal biaBétouv Tov Mo
evepyo poAO atnv avantugn kai ot Aeitoupyia
TWV OIKTUWV.

0 pdAog ™G Enmponiig, énwg opidetar otnv odnyia
G EE tou 2011 yia ta Sikaipara twy acBe-
VWV o€ 51acuvopIakh UYEIOVOUIKA nepiBaiwn,
efval va dbnpioupynael To nAaioio yia ta EAA. H
Enmponn napéxel eniong enixopnynaoeig yia v
UMOOTAPIEN TWV OUVTOVIOTWV TwV SIKTUWY Kal
TOUG NAPEXE] TEXVIKEC EYKATATTACEIG HIKTUWONG,

T npéobeta pétpa Bo NéPete Yo var
avTipeTwTioeTe To (iTYRa TV CTEVIWY ket
TOMTACKWY V6TWY,

Ta EAA anoteAoUv pépog piag eupUtepng
0TPATNYIKAG YIa VA KATaoTNOOULE 1A EUPW-
naikd ouoTtApata uyeiag nio anoteAeopa-
TIKA, Npoaitd Kal avBektika. H Eupwndikn
Enitponn unootnpidel ta Kpdt péAN ouyke-
VIPWVOVTAG Yvwaon karl e€e1bikeuon, pntpwa,
debopiéva kal xpnuatoddtnan. Ynoatnpidoupe
TNV €pEUVA Kal TNV KAIVOTOWIa, KAl XpNpATo-
dotoupe €pya Kal kolvég dpaaoelg. Aivoupe
KivnTpa 0€ Napackeuaaotég yia v avantugn
0pPavwV PAappdkwy Kal Ta KUKAOQopoUpE
otnv ayopd.

T ekmrilere Yo To pélhov Twv EAA;

EAnidw ot ta EAA Ba napéxouv amtd anoteAé-
opata yia dekdadeg xiiabeg aaBeveic pe ondvia
VOOoNparta, €101 Wate va pnv avadntouv nAéov
anavingeig oto okotddl, kai avtiBeta va pnopouv
va AapBdvouv unnpeaieg nepiBaApng and toug
KAAUTEPOUCG €10IKOUG Mou UNdpxouv atnv Eupwrn,
yia va propolv va §hgouv NMoAAG Kai uyin xpdvid.
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Ta ondvia voonuata Kai ol NoAUnAokeg voooi npokaiouv xpovia

Aovhevovtag yie agbevelc mov Thayov amb omdvie voouate, moAiThokes vogoug ket med ol xeunho emimolaciod

npoBAnuata vyeiag kar ouxva Betouv ae kivbuvo tnv avBpwnivn {wn.

Mepinou 5000 pe 8000 ondvia voahpata
ennpeadouv TIC KaBnuepIvES {wEG nepinou
30 ekatoppupiwv avBpwnwy oty EE. MNa
napddelypa, pdvo otov Topéa TG OyKoAoyiag,
undpxouv 300 Siapopetikoi TUNOI GNAVIWY
HOpQWV KapKivwv Kai kabe xpdvo navw ano
H106 ekatoppUpio dtopa otnv Eupwnn dia-
YIYVWaoKovTal e évav anod autoug.

MoAoi ané autoug nou NpooBdAovtal and ond-
vIa voonpata n nepinAokeg voaoug Oev éxouv
npdoPaon o€ didyvwaon kai Bepaneia UWPNANG
noidtntag. Mnopei va undpxel EMeIpn eEe101-
KEULIEVNG Kall E1I6IKAG yVwWaong eneion ol apiBpiof
TwV aoBevwv eival xapnAoi.

H EE kai o1 €Bvikég kuBepvnaelg deopedovtal
va BeAtitooouy TNV avayvwpion kai i Bepa-
neia aUTWV TWY oNAviwy Kai MOAUNAOKwY
NEPIOTATIKWY €VIOXUOVTAG TN oUvEpyaaoia Kal
TOV OUVTOVIOHO O€ €UpWNAiko eninedo, aAAG
Kal unootnpidovtag ta Bvika oxédia yia ond-
via voonpara.

H o0bnyia tou 2011 yia ta dikaiwpara twv acBe-
VWV 0€ IaouvopIakn UYEIOVOLIKA nepiBaAyn
OXI L6V enmpénel oe aaBeveic va anonpiovo-
vial yia Bepaneia oe Ao KpAtog LEAog, ald

KaBIoTd Nio €UKOAN yia Toug aoBeveig T npo-
oBaon og NANPOPOPIES OXETIKA LIE TNV UYEIOVO-
LKA nepiBaiyn kai €tol au€dvovtal ol EMAYES
Bepaneiag. H obnyia €yive bikalo ata kpdtn péAn
G EE 10 2013 kau divel éppaon oty agia twv
NAEKTPOVIKWY UNNPEDILIV OTOV TOPEX TNG UYeiag
Kal otn onpacia g SIaAetoupyIKOTNTAg ota
€Bvika ouotpata TI1 atov Topéa NG uyeiag yia
™ BIEUKOAUVON TNG avIAAAQYNG MANPOPOPILIV.

Y€ auto 1o NAaiolo Kal e TV unootpIgn Tou
npoypappatog uyeiag e EE, Eekivnoav Tig pa-
OmPIGTNTES TOUG Ta npwta 24 Eupwnaikd Aiktua
Avapopdg 1o 2017.

5000 -8000
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bev xouv rpoofacn o€
biayvwan kai Bepaneia
uwnAnc noiotntag. Mropei
va undpxel EANen
e€elbIkeupevne Kai €10IKNG
yveoonc eneibn ol apiBuofl
TwV aoBevyv eivai
xapnAoi.

o e
Sille e e i
Sille e xie =xe
Se e
—e sille =3 =30
—Sie sulle =0 =3
—Sie = = =
Sie e Sille e
e e e



Aovhedovtog Y aoBevels mov Thayovy amb omdvie voouate, mohiThokeg vogoug ket maldaEl yaunhol emmolaoiod

Ti gival Ta EAA;

Ta Eupwnaika Aiktua Avapopdcg (EAA) eival eikovikd biktua

0Ta 0r10ia CUHHETEXOUV MAPOX0I UYEIOVOUIKAG nepiBaAyng otnv
Eupwnn. Zkono €xouv va katarnoAeunoouv noAUnAokeg voooug N
ondvia voonuata Kai nepiotatikd rnou anaitouv Bepaneia vwnAng

€€€10IKEUONG KAl OUYKEVIPWON YVWONG Kai rnopwv.

MNa va agloAoynBei n didyvwon kai n Bepaneia
TOU a0BeVh 01 GUVTOVIOTEC TwV EAA guykaiouv
«EIKOVIKA» OUPBOUAIA IaTpwV IApopwV €101Ko-
TATWV, XPNOILONOILVTAC KA €18IKA NAEKTPOVIKA
nAateoépua kar epyaeia tNAEIATPIKAG,

Kapia xwpa dev éxel T yvwaon Kal Iy IKavo-
nta va Bepaneliosl GAEC Ta ondvia voonuata
Kal TI MOAUNAOKeG voooug povn. Ta EAA npo-
O0QEPOUV OTOUG aoBEVEIC Kal OTOUG YIatpoug
avd v Eupwnn t duvatdtnta va éxouv npd-
ofaon atoug nio e€elbikeupiévoug €181KoUG Kal
va aviaAdooouy éykaipa YVWOEIS Mou Jno-
pouV va owaoouv {WEG Xwpic va xpeialetal va
tagibéyouv oe AAAN xwpa.

MEeTd tnv Npwtn NpdokANaN unoBoANg Npo-
Taoewv tov loUAio Tou 2016, ta npwta EAA
eykpiBnkav tov AeképBpio tou 2016 kai Eeki-
vnoav tov Mdptio tou 2017 oto BiAvioug
onou die€hxBnoav ol NPWTEC OUVAVINGEIG.

Kata tnv évapn toug, ta diktua oupnepie-
AapBavav ndvw andé 900 povadeg uyelo-
VOHIKAG NePiBaAyng uwnAng e€eidikeuong
nou Bpiokovtav oe 313 voookopeia o€
25 kpdtn péAn (kaBwg kai atn NopBnyia).
24 EAA AeitoupyoUv avagopikd e pia ogipd
and Bepatikd ¢ntpata, oupnepidapBavopié-
VWV TWV AAAOIDOEWY 00TWY, TWV KApKivwy
o€ naidid Kal NG avoooAoYIKAG avendp-
Kelag. Xta enopeva 5 €, ta EAA avapéve-
Tal va evioxUoouV TIG UNodopég Toug yia va
BonBnoouv xIAiadeg aoBeveic otnv EE nou
ndoxouv ano ondvio véonua i noAUNAoKn
v600. MPooKANTEIC YIa NapOXoug UYEIOVOUI-
KNG NepiBaAwng nou eniBupioVv va CUUPETE-
X0oUv 0ta uglotdueva EAA Ba dnuoaietovral
ot ethoia Baon.

H npwtoBoulAia yia ta EAA Ba AapBavel
unootPIEN anod NoAAd xpnpatodotika Npo-
ypdppata g EE, oupnepidapBavopiévou tou

NPOoYPAULIATOC Yia TNV Uyeia, Tou xpnpatodo-
TIKOU pnxaviopoU «Xuvdéovtag v Eupwnny
kai Tou Opidovta 2020.

Ta kpdtn péAn g EE kaBodnyouv t diadika-
oia Twv EAA: eival uneyBuva yia Ty avayvw-
pION TWV KEVIPWV 0€ €BVIKO eninedo- Kavouv
BEKTEC TIC AITNOEIC Kal €va OUPBOUAIO KpaTwy
HEAWV €ival unevBuvo vyia v avantuén g
oTPATNYIKAG TwV EAA Kal yia tnv €ykpion Twv
BIKTUWV.



Aovhevovtag yie agbevelc mov Thayov amb omdvie voouate, moAiThokes vogoug ket med ol xeunho emimolaciod

EAA yvia evOOKPIVIKEC
naBnoeic (Endo-ERN)

YnAavieg evOOKPIVIKES NaBnaeig nepIAapBdavouv
MOAU PeYEAN, MOAU LIKEA A UN (pUGIOAOYIK! OpLIo-
VIKN §pactnpIdTnTa, OpHoVIKA avTiotaon, avd-
nugn Gykwv ata evOoKPIVIKA Gpyava h vOooug
nou ennpeadouv to evOOKPIVIKO cuotnpa. H
enBNUIOAOYIKA Katavopn NoikiAAEl o€ eyaho
BaBpo and noAu ond-
VIEG, ONAVIEG NABNTEIG
LExpl Nabnoeig xaunAou
eninoAaopioy. AcBeveig
pe diatapaxn xapnAou
€niNoAacpioy pnopei va
xpeiadovtal oAU eEeidI-
Keupévn Bepaneia and
MOAUENITTNHOVIKA opddba
nou kaBobnyeital anéd
évav evOokpIvVoAGyo.

To Endo-ERN éxel kaBiepWoel oKTw KUPIEG
Bepatikég opadeg nou kKaAUMToUV TO NANPES
(PACPA OUYYEVWV Kal eNiKINTWY Nabhoswv.
Autég eivar: eniveppibiaxég diatapaxeg, diata-
PAaXEC TNC OLI0I00TATIAC TOU aoBeatiou kal Twv
PWOPOPIKWY AAATwY, diatapaxég avantugng
Kal wpipavong YevwNTIKWY 0pYAvwY, YEVETIKEG
dlatapaxég g opiolootaaiag g YAUKOJNG Kai
NG IVOOUAIVNG, YEVETIKA oUvOpoLIa eVOOKPIVLIV
oYKWV, diatapaxég ouvopdpwy avantugng Ka
VEVETIKNG Naxuaapkiag, Siatapaxég g undeu-
ong kal diatapaxég Tou Bupeoeidn.

To Endo-ERN otoxo exel
va avartuéer BeAtiwpeva
blayvwotikd npotuna,
Bepaneicg, noiotnta
nepiBaAync kai uetproiua
aroteAeouara yia aoBeverc.

[ ” -
i "
I V-

To Endo- ERN Baailetal oto €pyo NoAwy eupw-
naikawv SIKTUIWV Mou undpxouy, cupnepidapBa-
VOLEVWV EKEIVWV MOU €xouv Beaniotel péow g
Eupwnaikng EvbokpivoAoyikig Etaipeiag (ESE)
kail ing Eupwnaikng Etaipeiag Naibiatpikng
Evbokpivoloyiag (ESPE), kar exeiviov nmou ava-
riooovial péow Twv dpdcewv COST.

To Endo-ERN otdxo éxel va avantutel BeAtiw-
péva diayvwatikd Npotuna, Bepaneieg, noiod-
ta NepiBaAyng kai Petpnaipa anoteAéopata
via aoBeveig e ondvieg eVOOKPIVIKEG NMaBNGEIG

dieukoAUvovTag T dleniotnNRoVIKh kal Siaouvopi-
QKN ouvepyaoia kal eknaideuon, aMA kal akou-
yovtag tov acBevn.

LYNTONIZTHZ TOY AIKTYOY

KaBnyntng Alberto M. Pereira

latpiko Kévipo tou lMaveniotnuiou Tou
Néivtev, OAAavbia




YNAVIEG Kal NTOAUNAOKES VEPPOMABEIEC MEPIAaLI
Bavouv pia eupeia oEIPA OUYYEVWY, KANPOVOLI-
KWV Kal enikmntwy diatapaxwy. Ynooyidetar &t
TOUAAXIaToV 2 ekatoppUpia Eupwnaiol ndoxouv
and onavieg veppona-

Bele e TIC onelpapatove-

(PPITIOES KAl TIC UYYEVEIG

avwHaAeg Tou veppou

va anapiBpouv nepinou

1 ekatoppUplo nepiota-

TKA. EminAéov, KAnpovopi-

KEC BAABEC eoneipapévou

owAnvapiou, diapecoow-

Anvapiakég nabnaoeig kai

BpoLBWTIKES LIkpoayyeIoNABEIEG avTinNPoow-
nevouy évav apiBpd ondviwy kai MoAU ondviwy
VOOWV LIE EYAAN KAIVIKIA GUVAEIQL

AlayvwoTiKa epyaleia TeAeutaiag texvoloyiag
HMopoUV va napéxouv NoOAUTILEG MANPOPOPIES
OXETKA LE TNV MPdYVwaon TG VOooU Kal TG EMIA0-
vé¢ Bepaneiag. Qotooo, n npdofaon oe eSeTdoelg
dev eival kaBoAIkA. Adyw TG KaBUGTEPNEVNG
diayvwaong kal g kaBuatepnpiévng Bepaneiag,
NoMEC anavieg veppondaBeleg eSeAicoovtal oe
VEPPIKN QvENApKEIQ.

To ev Adyw EAA Ba npoonabnoel va BeAtiwaoel ta
npdtuna didyvwong kai Beparneiag omv Eupwnn.
To biktuo Ba kaBIEPWTE! LI GUPPLVN YWWLN

Aovhebovtog i aabeveic ov mdayovy 0é oI voauaTe, ToMTAokeg voaovs Ko Tabfiaels younhot emmolaauob

600V agopd Aoyikoug diayvwatikoug alyopit-
poug yia aoBeveic nmou napouaiddouy evoeiCeig kal
oupnTwpaTa veppondabeiag, cupnepdapBavopié-
VWV EIBIKWY KOINPIWV YIa YEVETIKES ECETATEIG OE
MEPINTLIOEIG Urowiag KANPOVOLIKNAG VepponaBeiac,

‘Enerta, opadeg epyaciag Ba opicouv KAIVIKOUG

XAPTEG Mopeiag yia diaxeipion g Bepaneiag petd
and ektevn avaAuon Twv diaBéaipiwy Bepaneiwv.

EnypappIkEG UnnPEeaies 1atpIKWy oULBOUALV
Ba BeAtiwaoouy T diaxeipion vVEwv kal TOAUNAC-
Kwv nepiotatkwy. H npdafaon oe éva €ikoviko
Iatpikd cupBouAio Ba oupmANpwOE and BIoIKNTIKA
pétpa yia m dieukdAuvon Tou tagidiol twyv aobe-
VWV MPog €101KA kévtpa Gtav eival anapaitnto,

oUpewva pe v odnyia g EE via T diacuvo-
PIAKM UYEIOVOLIKA NEPIBaAWN Kal ToV Kavoviopo
YIQ TNV KOIVWVIKN acpahion. Mia oeipd and dia-
diKtuaka oepivdpia Ba avartuxBei yia T dida-
oKaAia Kal TNV KaTapTion enayyeALaTicov atov
TOLIEQ TNG UYEITG,



Aovhevovtag Y agbevelc Tov Thayouy amd omdvia voaote, TobThokes v6aoug kat Tadaels younhol emimolagpot

[TAeovekthpata yia acBeveic
Kal enayyeAHATieC

AcbBeveig pe ondvia voonpata kal noAU-
NMAOKEG vOOOUC LNOpPEI va neEpAcouy xpovia
xwpia va AdBouv oaen didyvwan. Mnopei va
eivar pia BAIBEpn kal anoyonTeEUTIKA epnelpia
yla aoBeveig Kal TIG 0IKOYEVeIEG TouG. MoAAG
atopa nou {ouv PE QUTEC TIC NaBnaelg eival
naibid twv onofwv n avantugn ennpeade-
Tal oNpAavIika kabwe épxovtal oe enaen pe
T0 oUOTNUA UYEIQg, OpIOUEVEG POPEC apoU
douv apketolg €161koUg, avadntwvtag pia
diayvwaon.

Ta EAA BeAuwvouv v euaioBntonoinon tou
KoIvoU Kal TwV enayyeApatwyv éoov apopa
ondvia voonpata Kai NoAUNAOKEG LOPPEG
aoBevelwy, au€dvovtag v nibavétnta éykai-
pNG Kai akpIBng Sidyvwong KabBwg Kal anoTteAe-
ouatkng Bepaneiag dnou auth eival SiaBéaipn.

Ta diktua anoteAouv pia mAATeoppa yia v
avantugn KateuBuvtpIwY YPauUwy, KatdpTi-
ongG Kar avialayng yvwoewv. Ta EAA pnopolv
Va OIEUKOAUVOUV LEVAAEG KAIVIKEG LEAETEG YIa
Va KATavoNooupe KaAUTEPA TIC VOOOUG Kal yia
va NAPACKEUACOULE VEQ PAPLIAKA GUANEYO-
viag diapopwy e1dwv dedopiéva and agbeveic,

MNa eCe1dikeupévoug enayyeAUaTieg otov Topéa
NG uyeiag ta EAA anoteAoUv pia eukaipia
dIKTUWaoNg pe €161koUG nou diabétouv Napd-
pHoleG 16€€¢ anod OAEG TIC Xwpeg NG Eupwnng,
Badovtag €tal T€AOG OTNV €NICTNUOVIKN

anopdvwon nou avuipetwnidouv noAoi €161
Koi andviwyv véowv.

H kaivotopia atnv Napoxn UNNPEaIWV UYEID-
VOLIKNG NepIiBaAwng anoteAei Tov akpoywviaio
AiBo tou ouotpatog EAA e tv avantun véwy
PoVIEAWV Bepaneiag, NAEKTPOVIKWY UNNPECIWV
Kal EpYaAEiwY OTOV TOpEX TNG UYEiag, aAAd Kal
KQIVOTOUWV 1aTPIKWV AUCEWY Kal GUOKEUW)Y,
aMadovtag tov TPéno Napoxng g idiag g
Bepaneiag. Ta EAA anoteholv ekkoAantipia
yia TNV avantugn Yneiakwy Unnpeaiwy yia
TNV NAPOXN EIKOVIKAG UYEIOVOLIKAG NepiBaAyng.

Ta EAA Ba BonBrnoouv atnv avantugn oIKovouIiy
KAUaKag kal otn HIao@ANIoN Mo anoTEAEOUATIKAG

Ta biktua aroteAouv

Lia nAatpdppa yia v
avarmuén kareuBuvtrpiwyv
YOALLWYV, KatdpTiong Kal
aviaAdayncg yveoewv.

XProng NOpwv, e BETIKO avtiktuno otn Biwol-
POTNTA TWV EBVIKWY OUOTNPATWY UYEIOVOLIKAG
nepiBaiyng. Ta diktua anoteAoUv anth ano-
deIgn yia to T pnopei va enitixel n aAMnAeyyun
omv Eupwrnn.
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EAA via aAAOIWOEIC
ootwV (ERN BOND)

Yndvia voonpara twy 00twy nepiiapBdavouy
AMOIWOEIG TOU OXNPATICHOU TWV 10TV, diapép-
(PWON, ENavadiaueP@WON Kai apaipean, KaBwg
KaI OPANICTA TWV KAvVOVIOTKWV HEBGdWV autiv
Twv diadikaoiwv. Mpokaiolv kovid avaotnpa,
duonAaaia Twv ootwy, avwpalies ota dovtia,
noévoug, Bpadioparta kal avannpieg, kar nopouv
Va EMNPEACOUY ApVNTIKA T VEUPOLIUIKNA A€IToUp-
via kal v aipatonoinan.

To ERN BOND ouyKevipwvel
OAEC TIC onAvIeG NABNOEIg
TWV 0OTWV, GUYYEVEIG, XpO-
VIEG KAl YEVETIKNG MPOEAEU-
0NG, MOU €MNPEAZoUY ToUG
xévbpoug, Ta ootd kal v
obovrtivn. To diktuo eotidde-
QI apXIKA OTNY ateAn 00TE-
oyévean (Ol), onv unopwaopataidikn paxitda
nou ouvoéetal e to yovidio X (XLH) kai otnv
axovoponAaaia (ACH) wg unobeiypara, pe Baon
TOV €MINOAACO NG véoou, T BuakoAia ot dia-
YVwaon Kar ot diaxeipion kai oG véeg avadu-
Oueveg Bepaneieg, MpIv va NPoXwpnael g€ Mo
ondvia voonpata, 6tav kabiepwBolv oUGTNIKES
rpOCEYYIoEIG.

AouAetovtag pe Toug aoBeveic, to BOND Ba napa-
vel anoteAéopata e Baon Tig ekBéaelg aoBeviv
kal Ba avarmUgel pétpa pe Bdon Ty epneipia. To

AouAgvovtag e Toug
aoBeveic, to BOND Ba napdyei
anoteAéauara e faon Tig
ekBeoeIC aoBevdv Kai UETPNOEIG
Le Bdon v euneipia.

N

(N '

diktuo Ba avantutel kateubUVTNPIEG YPALLEC,
oupBaMovtag €tol omv avdrmuén kar om diddoon
TwV BEATIOTWV NPpaKTkwv. KaBwg avarmiooo-
vial véeg Bepaneieg, To biktuo Ba epyaotel yia
va diaopalioer apeon NpoaBacn o€ LIEAETES yia
NAoxovTeg aoBeveig,

To BOND 6a enmpépel mv avanuén deglotitwy
E0W NAEKTPOVIKWV UMNPEDIWV OTOV TOLEA TNG
uyeiag kal NAATQoppwy NAEIATPIKAG, NapaA-
AnAa e enayyeALIOTIKEG ENIOKEWEIS, MPoYpApLaTa
Kataptiong kal Spactnpidtnteg Npowonang. To

HIKTUO OTOXO €XEl VO IEILOTEN TOV XPOVO DIAYWWONG
e AIYOTEPES AKATAMNAEG €EETATEIC, Mio akpIfn
Bidyvwon kai véeg Biwalpeg Bepaneieg mou Ba
eival biabéaipeg oe 2 pe 3 xpovia.

ZYNTONIZTHEZ TOY AIKTYOY
Ap Luca Sangiorgi

OpBonebikd Ivatitouto Rizzoli,
MnoAdvia, ltaAia




[Mw¢ eykpivovtal Ta EAA

Ta kpdtn péAn ¢ EE nailouv Bacikd poho
otov oxeblaoud Kal otnv avantuén twv
Eupwnaikwyv AiktUwy Avagopdg. Ta péAn tou
dikTUou, yia va yivouv enionpa EAA, unéBa-
Aav aitnon oto nAaioio NpookANoNg anod v
Eupwnaikn Enitponn. H ev Adyw aitnon ag)-
oAoynBnke and évav ave€aptnto popéa aglo-
Aoynong (IAB) nou ouvétage ekBEaeIg oxeTiKA
ue kABe artouvta. Eneita, To oupBOUAIO TwV
KPATWV PEAWV €€€6waE and(paon OXETIKA
UE TNV €yKpIion M TNV andppiyn piag aitnong
yia ta EAA.

To oupBoUAio Twv Kpatwy PeAwV nepidap-
Bdvel eknpoownoug and 6Aa ta kpdtn péAn

«AUTO EVEXEI MNPAKTIKA
0QpEAN ooV apopd v
nepiBaAyn twv aoBevv
Kai tn diaxeipion twv
OIKTUWV.»

Aovhevovtag yie agbevelc mov Thayov amb omdvie voouate, moAiThokes vogoug ket med ol xeunho emimolaciod

g EE, aAAd kar and tn NopBnyia kai dia-
dpapaticel evepyd poAo otnv avantugn g
oTPatNyIKAG yia ta EAA. To cupBoUAio twv
KpAtwV PEAWYV OuVexiCel va NnapakoAouBel
Ta PN Twv EAA, va afloloyei Toug aitou-
VIEG Mou €MBupoUV va CUUPETACXOUV OTa
upiotdpeva diktua Kal va eykpIVEl TUXOV PEA-
Aovtikd diktua.

01 xWpeg nou dev eknpoownouvial o€ €va
EYKEKPILEVO EAA LnopoUv va OUUPETACXOUV
HEowW NapOXwV UYEIOVOUIKNG NepiBaiyng
nou diopidovtal and to KPATog PEAOG TOUG
WG «OUoXeTICOPEVa» N/KAI «OUVEPYAlOUEVa»
€BvIka kévipa.

Kupia kprtripia

‘Eppaon atov aoBevin kar Ayn ano-

PACEWV ano IatpIkd NPOCWIIKG

10 LEAN o€ TOUAGXIOTOV
8 XWPEG

loxupn ave&dptntn agloAdynan

EKnAfpwon Twv KpItpiwy tou
dIKTUou Kal TwV PEAWV

MMigtonoinan Kai éykpion anod eBVIKEG
APXEG,.

H kabnyntpia Katarzyna Kotulska-JézZwiak,
VEUPOAGYOG Kail pia and ti¢ eknpoownous ¢ MNoAwviag
oto aupBouAio Twv Kpatwv HEAWY avapéepel ot {ntrbnke
n oupBoAn i1bikwyv kar acBevwv katd tn diaudppwaon

N¢ oUvBeong twv EAA. «BéAaue va éxoupe biktua
yia 61apOpETIKEG KATNyopieg vOowV LIE aKono va
EKMANPWOOULIE TIG MPOTOOKIEG TWV POPEWV», ONAWVEI.
«AUTO EVEXEI NPaKTIKd opéAn doov apopd tnv nepiBaiyn
Twv aoBevwv kai tn diaxeipion twv SIKTUWV.»

11
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EAA yia KpavionpoowrikeG i
avwHAAIEC Kal OlaTapaxec ®ocy!
TOU autiou, TnC pUTNC N Tou

AaipoU (ERN CRANIO)

YUYYEVEIG KpaVIONPOOWIIKES aVWLIANIES MePI-
AapBavouv naidid rou yevviouvtal e unoava-
MTUYHEVa PéPN 1 BUOLIOP(MIEC TOU EYKEPAAOU
TOUCG, TOU Kpaviou f/kal Tou Mpocwnou ToUg Nou
NMpoKaAoUV onpavIka AEIToupyikd npoBAnpiata
Kal WUXOKOIVWVIKEG MPOKAN-
oelg. Or aoBeveic xpeidiovial
napakoAouBnon kai Bepa-
neia and m yévvnon LExpl
Kkal v evnAikiwon. H kKAiviki
YVON Kal N YWWoN ToU KO-
voU yia MOAEC and auTeg TG
MEPIMTWOEIS €ival LIKPNM KAl
n BiGyvwon pnopei va eival €aipeTika dUoKoAN.

To ev Adyw EAA katanoAeud diapopa Kevd oty
nepiBaiyn BeAtwvovtag oe onpavtiké Babud mv
OIKEIOTNTA TWV NMAPGXWV NPWIORABLIAS UyEIOVOUI-
KNG NEPIBAAYNG LE TIC KPAVIOMPOCWNIKES VWA~
Nieg. To biktuo avarmiooel SIbakTikd npoypdupata
yia diapopeg nabnoeig nou Ba diatiBevtal péow
€vog diKtuakoU Térou avoixmg NpdaBaon,

Ta péAn douhetouv and koivou yia  BeAtiwan
NG eKNAIbEUONG, TNG KATAPTIONG KAl TNG €PELVAG
0€ OTEVIN OUVEPYOOIT UE 0PYAVWIOEIG A0BEVLOV.

To biktuo avarrtuooel H16aKTIKA
rpoypduuata yia biapopeg nabnoeig
rou Ba biatiBevtal Léow evog
bIKTuakouU Torou avoIxXTAg npooBaarc.

YTV NePIMTWoN Mou OeV UNApXouv OpYavoEIg
aoBevav, qteital n oupBoAN opadwy eoTiaopE-
vng ougitnong. To ERN CRANIO aflohoyei Tov
TUNO Kal ToV XpAVo TNG XEIPOUPYIKAG Bepaneiag
o€ ouvepyaddpeva KEvpa yia va rnpoBarel v
enibpaon Toug kai va avadeitel ug BéAtoTeg npa-
KTIKEG otV Eupdnn.

YUMévyovtag bebopiéva oxeTiKA e akponpo-
Beopa anoteAéopiata diapopwy Nabnaewy, To
biktuo Ba BonBriael oV Napoxn cULBOUAWY Oe
aoBeveig kal yoVeig kal Unoper va kateubuvel To
onpeio eatiaong g Bepaneiag oe Topeig otoug

onoioug éxel 50Bei MoAU Likpn npoagoxn. To diktuo
Ba unoaTNPIEEl TNV AVIXVEUON VEWV VOTOYOVWY
yovidiwv augdvovtag tov apiBUo Twv CUpLETE-
XOVIWV OE EPEUVINTIKES LEAETEG,

ZYNTONIZTPIA TOY AIKTYOY

KaBnyntpia Irene Mathijssen

Mavermotnuiako latpiké Kévipo Erasmus,

OAAavéia
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EAA via eniAngiec

(EpiCARE)

TouAdxiotov 6 exatoppUpia dtopa otnv Eupwnn
ndaoxouv ano emAnyia. O1 Napadooiakég avtie-
niAnnukég Bepaneieg BonBouv nepinou to 60%
pe 70% Ttwv Nacxoviwy va anaAAaxtouv
and ug emAnNTKEG Kpioelg. Ma aoBeveic nou
ndaoxouv and avBekTikA emANYia ta kKAIVIKA
groixeia eival exdxiota.

MNapadoaiakd, n emAnyia avupetwnidetal wg
pia eviaia véoog, aAd@ autég ol nabnoeig Bew-
pouvtal 6Ao kal NEPIcaBTEPO WG pia opada
onAviwy VOoNUAtwy Kai MoAUNAOKWY VOGWV.
H ORPHANET — n nUAn yia andvia voonpara
Kal oppavd eappaka — anapiBuei 137 dia-
TApaxég nou €xouv w¢ Bacikd oupntwua my
enAnyia, watdoo, noAhoi acBeveic napapé-
VOUV XWPIg dIdyvwan kal xwpig npooBaacn
oe Bepaneia.

To &iktuo otdxo éxel: va napéxel NAnpN npo-
oBacn Kal Xpnon NG NPOXEIPOUPYIKAG agl-
0AGYNONG Kal TNG XEIPOUPYIKNG eNEUBacng
yia i Bepaneia g enAnyiag, va aughoer
didyvwon ondviwy armwy Twv MANYIWY, va
evioxUoel TNV Tautonoinan aoBevwv pe Bepa-
neVoIPEG onavieg AItieg enANYIwWY, va augnoel
v npdoPBaon ot eCe1bikeupévn Bepaneia yia
onAvIeG AITiEC, Kal va NPOodAyel TV €pEuva o€
kaivotépeg Bepaneieg Twv AWV onaviwy
Kal MOAUNAOKWY EMANWIV.

i

To biktuo EpiCARE, ernBuuei va
auénoei tov apiBuo twv aoBevwv
rou exouv anaiAaxtel and tg

EMANMTIKEG Kpioei¢ atnv Euponn.

To EpiCARE Baailetal ato €pyo Tou MIAOTIKOU
EAA E-pilepsy nou epydotnke e otdxo v
augnon g evnpéPWOong kai g NpooBaciyo-
TNTAG OTN XEIPOUPYIKN enépBaon yia t Bepa-
neia g eNIANYIAg, yia Npogextikd eniAeypéva
@topa, NouU Xpnalponoinaay anoteEAEoHAtkA
NAEKTPOVIKA EPYCAEIQ KAl MOAUENIOTNLIOVIKN
opada oudntnong. To biktuo EpiCARE, nou
nepIAauBavel evepyoUs CULLETEXOVIEG anod
opyavwaoelg acBevay, eniBupel va augnoer tov

apIBuo Twv acBevwv Nou €xouv anaraxtel
and Tg ENIANMTIKES kpioeIg atnv Eupnn.

ZYNTONIZTPIA TOY AIKTYOY

Ka@nyntpia Helen Cross

Maibiatpiké Nogokopeio Great Ormond
Street, 16pupa Tou EBvikoU Xuotriuatog
Yyeiag (NHS), Hvwpévo Baaileio
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EAA via Kapkivouc o€
evhAiKouc (oupnayeic

oykol) (ERN EURACAN)

‘Exouv tautonoinBei ndvw and 300 ondavieg

Hop@Eg kapkivou. To ERN EURACAN kaAUmMTel
OAEG TIC ONAVIEG OPPEC KAPKIVOU OE EVNAIKOUG
€ oupnayeic dykoug, tagi-
vopwvtag toug o 10 topeig
oUppWVa Ke TV Tagivopnon
RARECARE kai ICD10. H
diaxeipion Twv onaviwy
LOPQWV Kapkivou BETEI
ONPAVTIKEG MPOKANTEIG GaoV
apopd  diayvwan, Enpé-
POVTAG OPIOHEVESG (POPEC
ONPIAVTIKEG OUVEMEIEC VI
v noidtnta {wng kai v
nopeia twv acBevv. Mia akat@nAn diaxei-
pIoN QUTWV TWwV aoBevwv LINopei va 0dnynaoel
eniong oe augnpiévo Kivbuvo unotponng kai oe
kivbuvo Bavarou.

To ERN EURACAN poipadetal epyaAeia BEAT-
OTNG MPCKTIKNAG KAl KABIEPWVET KEVIPA AvaPOPAS
yIa OnAVIEG LOPMES KAPKIVOU. YUVTAOTE! €Miong
TAKTIKGA EVNUEPWEVEG KATEUBUVTMPIES YPALLEG
6oov aeopd T diayvwatikh Kal BepaneuTikn
KAIVIKA MPaktikn. To Hiktuo oTdxo éxel va ene-
Ktabei oe A TIC xwWpeG NG EE ota endpeva
5 xpdvia kar va avantuel éva ouotnpa napa-
nopng diagpahidoviag 6t Touhdxiotov T 75 %

To bikTuo OTOXO €xel va erektaBel o€ OAeg
TIC XWPEG ¢ EE ota endueva 5 xpdvia kai
va avarmuéel £va ouotna napanopnnig
biaopalidovrag dt touAdxiotov 10 75%
TwVv aoBeviv voonAeUovial O€ €va KEVIPO

tou EURACAN.

WV aoBevwiv VoonAeUovTal O €va KEVIPO TOU
EURACAN. X10x0 éxel va BeEAtILOoE! Ta Nooootd
eniBiwong Twv acBevay, va napdyel epyaieia
ENIKOIVWVIAG ae OAEG TIG YAWOOEC yia aoBeveic
Kkal BepdnovTeg IatpoUc, Kal va avantUgel MoAu-
eBvIkéG Bdoeig Sebopévv kal TPANEeG GYKwV.

To EAA Baoietar o€ npoUndpxovta KAIVIKA Kal
epeuvnTIkA diktua nou éxouv dieCdyel Le eni-
Tuxia KAIVIKEG BOKILIEC éow NG Eupwndikng
Opyavwong Epeuvag kai Oepania ¢ tou Kapkivou
(EORTC), kar naAyleg kateuBUVTPIES YPAHLES PETW
¢ EORTC kau i Eupwndiknig Etaipeiag yia v
latpiki OykoAoyia (ESMO). Enwpeleitar eniong

and 1o €pyo TwV BIKTUWV Mou dnpioupynBnkav
ano v Eupwndikn Etaipeia Neupogvbokpiviov
‘Oykwv (ENETS) kai o Alktuo Kapkivou Zuvbetikou
lotou (Conticanet), kaBwg kai and NoAAd epeu-
vNTKA €pya g EE.

LYNTONIZTHZ TOY AIKTYOY

KaBnyntig Jean-Yves Blay
Centre Léon Bérard, Auwyv, laAAia




Ta kpatn peAn otn Beon
ToU odnyou

0 Paul Boom eknpoownei tnv OAAavdia ato
oupBoUAI0 TwV KPatwV peAwv. To oupBouAio
TwV Kpatwv HeAwv eival to Baciké épyavo
yia tn diapdp@won tou péAovtog twv EAA
Kai yia tnv €ykKpion Twv SIKtuwv. «H vopo-
Beaia opilel pe oapnvela T Ta KPATN PEAN
Bpiokovtal atn 6¢on Tou 0bnyou,» BNAWVEL.
«O1 €BVIKEG apx€G €ival auTég nou e€étacav av
ol aItouvTeC Twv EAA nAnpouoav ta kpitipia
000V agopd v NoldTNTA, TN CUPETOXN TWV
aoBevwv Kar t diakuBépvnaon.»

Ye €Bvikd eninedo, ta kpdmn péAn epyadoval
eniong yia va diacpalioouyv 6t Ta EAA eival
KaAd diktuwpéva Le TG €BVIKEG unnpeaieg
uyeiag, oUpewva pe tov K. Boom. «Ta EAA dev
Npénel va yivouv autévopa KEvipa aploteiag
rou A€IToupyoUv o€ anopdvwaon,» BNAWVEL.
«Exouv KaA€g 61aouvbETEIC e voookopEia
Kal unnpeaieg NnpwtoBdduiag nepiBaiyng
Kal W@EAOUV TIG TOMIKES KOIVOTNTEG, AAAG Kal
unoatnpidouv aoBeveig oe 6GAN v Eupwnn.»

Aovhevovtag Y agbevelc Tov Thayouy amd omdvia voaote, TobThokes v6aoug kat Tadaels younhol emimolagpot

E€etadovtag tov avtiktuno twv EAA o€ nio
VEVIKO €ninedo, o k. Boom avagéper ot ta
diktua onpatodotolv éva ouvapnaactiko VEOo
KepAaAalo otnv eupwndikn ouvepyaaoia otov
TOPEQ TNG UYEIOVOUIKNG NepiBaAyng. AnoteAolv
éva 0apég Napdadelypa Tou Nwe Ta KpAT HEAN
pnopouv va douAéwouv and kolvou yia va
NPooPEPOUV NPACBETEG UNNPETIES YA TOUG
MOAITEC. «Katd v dnown pou, ta EAA Ba pno-
pouoav va AEIToupyNaouy oav pid nAateopua
yia TV avAantugn pyaAeiwy NAEKTPOVIKWY
UNNPEaIwV Uyeiag kai Ba pnopovoav va augn-
OOUV TN OUVEPYADIa O€ NEPICTOTEPO KOIVEG
XPOVIEC NABNOEIG,» ONWG avEPEPE. «Twpa
€XOUpE PIa nAatgoppa n onoia Aeitoupyef
WG Bdon, pia eukaipia yia ta kpdtn péAn va
EVWOOUV TIC BUVALEIG TOUG, va HIANGOUY yid
TIG KOIVEG MPOKANTEIC Mou avIipetwniouy
OTOV TOPEA TNG UYEIOVOUIKAG NepiBaAyng kai
va oKeQTOUV Népa ano ta ouvopa.»

«Ttdpa exoule Lia
rAatpdpria n oroia
Aerroupyei w¢ Bdon, pia
EUKaIPIa yIa Ta KOATN LIEAN
va eviooouV TIC OUVALIEIG
ToUG, va HIAnoouy yia Tig
KOIVEC MPOKAAOEIC rou
avITLETWTI(ouV atoV
TOLIET TG UYEIOVOLIKAG
nepiBaync kai va
OKEQPTOUV Mepa ano ta
auvopa.»

15
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Aovhevovtag yie agbevelc mov Thayovy amb omdvie voouate, moAiThokes vogoug ket TedNaEls xeunho emimolaciod

EAA via aigatoAoyIKeEC

vooouc (EuroBloodNet)

O1 aipatoAoyIkeg vooo! nepIAapBavouy avwpia-
\ieg ato aipa kal ota KUTtapa Tou HUEAOU Twv
00TWY, 0Ta AEUPIKA Gpyava Kai aToug napdyo-
VIEG MNENG, Kal oxeBOV GAEG AUTEG ival onavieg,
MropoUV va XwpIoToUV € €€ KATNYOPIES: OMAVIEG
avWHOAES TwV EpUBPWV KUT-
TAPWV TOU QilIaTog, avendpkeia
TOU PUEAOU TWV 00TWV, ONnd-
VIEG dlatapaxég mneNg, aipio-
XPWHATWAN Kal AMEG andvieg
VEVETIKES Dlatapaxég ouvBeang
016npou, KakoNBEIES Tou pue-
Aol Twv 00TWY, KAl KaKoNBEeleg
TOU A€LIpIKOU 10T0U.

Ma m Sidyvwaon anaviwy AlPaToAoYIKWY VOOWV
anarteital peyaAn kAvikn e€eibikeuan kai npo-
ofaon o€ pia eupeit ykAua pyacTpIaKWY UMNpe-
OILOV KaI TEXVOAOYIWV IATPIKAG AMEIKOVIONG, AUTEG
0l e€€TATEIG ENITPENOUY TNV akpIBn Tagivopnaon
TWV VOoWV oUPQWVaA LE Ta kpitpia tou MoY
xpnaiponolwvtag diebvi cuompata BaBpioAd-
YNOoNG Kal, 6rou autdv eival duvatdy, BIodeikte,

Aedopéviv Twv ev Adyw anamoewy Kai Tou
YEYOVOTOG OTI OPIOUEVES OMAVIEG QILATOAOYIKES
voool gival moAU onavieg, n didyvwaon ouxvd
napapAénetal h kaBuatepei, 16iwg o€ aoBeveig
peyaUtepng nAikiag. H Bepaneia ivar eniong
ouxva SUaKoAN Adyw Twv €IBIKWY UNodopwv
Kal opdbwy nou eival anapaitnteg Kar Adyw g

Yndpxouv ripoypadppata rnpoAnyng
OE LIEPIKEC XWPEG VIA OPIOLEVEG
nabnoeig, aAAd undpxer aueon
avdykn yia evapLovian atov
TOLIEQ TOU MPOANMTIKOU EAEYXOU.

%
o
»e

duokoAiag omv npdofBaon oe oplopEves Bepaneie
OMNWG N LETapGoXeuon aAAOYEVWY BAAOTOKUTIA-
pWV N ol NapAyovIes MMENG.

Yndpxouv npoypdppata NpdANYNG O€ EPIKEG
XWPEG VI OpIoUEVES NABNOEIC, AAAG UNAPXEl
AUEan avaykn yia evapuovion otov Topéa Tou
MPOANMTIKOU EAEYXOU.

To EuroBloodNet, pe Tv euneipia nou anokt-
Bnke xdpn oto Eupwndikd Aiktuo yia Inavieg kai
Yuyyeveic Avaipieg (ENERCA) nou xpnpatodotei-
Tar and v EE kai v Eupwndikn AipatoAoyikn
Etaipeia (EHA), Ba npoonabnoe!: va BeAtiwoel v
npGoBacn o€ UYEIOVOLIKA NepiBaAyn yia aoBe-
vei¢ pe RHD, va npowBnaoel Tig kateuBuvtrpleg

YPAULEG Kl TIG BEATIOTEG MPAKTIKEG, va BEATIOTE
TNV KATapTion Kal TV aviaAAayn yVwoewy, va
NPOOPEPE! KAIVIKEG GULBOUAEC driou n eEeIbIkeu-
HEvVN Ywon oe eBvikG eninedo eival avenapkng,
KaI va augnael Tov apiBpo6 Twv KAIVIKWY SOKIHWV
oto nebio auto.

ZYNTONIZTHZ TOY AIKTYOY

KaBnyntig Pierre Fenaux

Assistance Publique-Hbpitaux de Paris,

Hépital Saint-Louis, [aAAia




EAA yvia oUpoYEVVNTIKEC

Aovhevovtag yie agbevelc mov Thayov amb omdvie voouate, moAiThokes vogoug ket med ol xeunho emimolaciod

vOOoouC Kal NaBnoeig
(ERN eUROGEN)

O1 onavieg kai MoAUNAOKEG 0UPOYEVWNTIKEG Nabn-
O€IC LNopEl va anarmouy XeIpoupyikn enépipaaon,
ouxvd Katd v nepiodo PETd T yévvnon N katd
v naibikn nAikia. H akpdreia oUpwv kai Konpd-
VWV anoteAel Bapu eoptio yia ta naidid, Toug
€@nBoug aAAA Kal Toug evAAIKEG aaBeveig. Ta
@ropia rnou éxouv NpooPANBel and autég xpeid-
Covtal nepiBaAyn ka® 6AN TG didpkeia g wng
TOUG ano SIENICTNIIOVIKEG OUAOES €1I8IKWV Mou
oxebIGouv Kal mpaypatonoioly Ty enépaan,
Kal MapEXoUV LIETEYXEIPNTIKES (pUoIoBepaneieg
Kal YuxoAoyIkh unoatpign

To ERN eUROGEN Ba napdoxer kateuBuvtrpieg
YPAUUEG BEATIOTNG MPAKTIKAG e BEon v ato-
kA afloAdynaon BeAtiwon g Kovoroinang twv
anoteAeopdtwy. Na npwtn eopd, Ba npoapépel
T duvatdnta NapakoAoUBNoNG TwV LakPonpo-
Beopiwy anoteAeoudtwy yia aoBeveig katd
didpkeia piag nepivdou 15 pe 20 etwv.

To &iktuo Ba cUMEEEI bebopiéva kal UAIKO ériou
undpxel EMeyn, Ba avarmier véeg kateubuvt-
PIEC YpappEg, Ba avantuel atoixeia BEATIOTNG
MPCKTIKAG, Ba TAUTONOINGE! B1aPOPONOINGEIS NPa-
KTkwy, Ba avanmigel exknaibeutika npoypappata
Kai mpoypapLata kataptiong, Ba Siauopewaoel 10

BepatoAdyIo EPEUVLDV OE OUVEPYAOIQ |IE EKMPO-
ownoug aoBevady, kai Ba KOVOMoINGE! YWWIOEIG
0w TNG OUPIETOXNG OE EIKOVIKES SlenioTnpovI-
KéG opadeg. Méxpi to 2020, TouAdxiatov 50 véol
€101Kol yIa onAvieg Kail MOAUNAOKES OUPOYEVVNTIKES
vOo0oug Ba éxouv enweeAnBei and ouykekpipéva
MPOYPAULIATA KATAPTIoNG Kal MPoypApLIata uno-
TPOPIWV Mou Ba diopyavwvovtal and to ERN
eUROGEN.

TéAOg, To BIKTUO OTOX0 €Xel Va MPOAYE TNV KAIVO-
Topia oty 1atpikn Kar va BeAtiwoel ta diayvw-
otkd epyaAeia kai  Bepaneia yia aoBeveic,

; f'g' L [1a npwtn popd, Ba npoopepel

) buvardtnta napakoAouBnaong
TwWV JakpornpoBeauiwy
anoteAeaudrwy yia aoBeveic
katd tn O1dpkeia iag nepiodou
15 pe 20 etwv.

ZYNTONIZTHZ TOY AIKTYOY

Kaényntig Christopher Chapple

Maveniotnuiakd Noookopeia tou
YepiAvt, 16pupia tou EBvikoU Yuotipatog
Yyeiag (NHS), Hvwpévo Baaileio
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Aovhevovtag yie agbevelc mov Thayovy amb omdvie voouate, moAiThokes vogoug ket TedNaEls xeunho emimolaciod

EAA yvia VEUPOUUIKEC :
vooouC (ERN EURO-NMD)  ®¢s%e

O1 veupopuikég véoor (NMD) npokurtouv and
Ta Npwta otadia g naibikig NAIKIAg péxpl ta
WpIKa otdadia G evnAIKIWONG Kai Xapaktnpi-
Covrar ané puikn abuvapia kar eEaviAnan, ala
uropei va ouvdéovtal pe GAMa oupmwparg,
onoia nepIAauBdvouv kdnwan, névoug, ANBapyo,
TUPAwaOnN, OUCKOAIEG
otV Katdanoon, BUoKo-
Aiec otnv avanivon Kai
kapdionaBeieg, O nepio-
06tepeg NMD KAIAKW-
vovIal Kai KataBaMouy
TOV OpYavIoO, NMPOoKa-
Awvtag peiwon tou
NMPOadOKILIoU WG Kal
G noidtntag wne,

Yndpxouv onpavtikd

Kevd kal dlapopég oty nMpdaPaon oe didyvwan
Kkai Bepaneia omv Eupwnn. Inpavikég NpokANGEIG
yia T BeAtiwon Twv anoteAeopdtwy nepAapBa-
VOUV TV KaBuaotépnan oty Napariopni ano v
npwtoBdBpIa nepiBaiyn ot éva e181KO KEVIPO Kal
T Siaxeipion ¢ petdBaong ano TG NaIdIaTPIKEG
UNNPETIES OTIC UNNPETIES Yia EVNAIKOUCG,

To ERN EURO-NMD evdvel TouG Kopupaioug
€101koUg yia va napéxouv npéoPacn o€ €10IkN
Bepaneia otoug aoBEVEIG LEDW EIKOVIKWV Kl
NMPOCWMIKWY IATPIKWY EMOKEPEWY. To diktuo

To bIKTUO OTOX0 EXEI VA LIEILOOE]
Tov xpovo 6idyvwong katd 40 %
ota 5 npwra €, va BeAtioer v
andboaon ¢ diayvwaong katd 15 %
kar va auénoel tnv npoopaan o€
kataAAnAn nepiBalyn.

OTOXO EXEl VA EIOE TOV XPOVO DIAYWWONG Katd
409% ota 5 Npwta ém, va BeAtwael v anddoon
g didyvwang kard 159% kai va au§hoer v npo-
oPBaon og KatdANAN nepiBaiyn.

EninAéov, To ERN EURO-NMD Ba avartUgel véeg
KateuBuvINPIES YPaULES Kal Ba Napéxel oToug
ENayyEALATIES TOU TOUEX TNG UYEIAg Kal oToug
aoBevei¢ NANPOPOPIEC OXETIKA LIE TN BEATIOTN
MPAKTIKA yia KaBe vooo. H yvwon nou Ba napa-
xBei kal Ba peAetnBei and to biktuo Ba kata-
otel B1aBéaIuN PEowW EPYANEIWV NAEKTDOVIKWV
UMNNPECILV OToV Topéa NG uyeiag. Badoviag ta

BepiéNia yia pia otevn ouvepyaoia, To diktuo Ba
avantier eniong ouvepyaoieg nou Ba kataot-
00UV EQIKT TNV MPOaywyN TG €PELVAC KAl TV
avantugn Bepaneitdv yia TV IKavornoinon twy
avaykwv Twv acBevwv nou dev éxouv akdpa
KaAUQOE.

ZYNTONIZTPIA TOY AIKTYOY

Ka@nyntpia Kate Bushby

Noaookopeia tou NioUukaadh, 16puua

Tou EBvikoU Zuatruarog Yyeiag (NHS),

Hvwuévo Baaileio




Eupwnn: €éva naykoopio

Aovhevovtag Y agbevelc Tov Thayouy amd omdvia voaote, TobThokes v6aoug kat Tadaels younhol emimolagpot

KEVIPO apIoTEiac

Ta Eupwnaikd Aiktua Avagopdg tébnkav
o€ Aeitoupyia tov Mdptio tou 2017. MNapoio
rou ta ev Adyw Oiktua eival aképa kaivoupyia
Kal 0 NPWTAPXIKAG aKoMAg Toug eival N BeAtiwan
WV {WWV Twv avBpwnwy oty Eupwnn nou
naoxouv ano ondvia voonpata Kai MoAUMACKES
véooug, Ba éxouv kal NaykOouIo avTiktuno.

Ta EAA Ba aflononoouy Ti¢ Naykoopies BEAT-
OTEC MPAKTIKES, OMOU UNAPXouy, kai Ba Tig dnpi-
oupynaouy 6rou dev undapxouy. Ta diktua Ba
BonBhoouv va katacthooupe thv Eupwnn
€vav kopBo SpactnplotATwWy yia ondvieg Kal
noAunAokeg nabnoeig.

MNa napadeiyua, Ta EAA Ba eival kaha opyavwpéva
I va €pappdoouV TIC KATEUBUVTPIEG YPAUILEG
TwV BEATIOTWY NPaKTKWY. Na TIg Nabnoeig 6nou
ev eival biaBéaipeg KateuBUVTPIEG YPAULES yia
™ diayvwon n  Bepanieia, Ta diktua Ba éxouv
™ duvardtnta va avantigouv KateubBuvtipleg
YPAULES Kal BEATIOTEG MPAKTIKES,

Yuvbéovtag e161koUg kar aoBeveic, ta EAA éxouv
eniong t duvatdtnta va SIEUKOAUVOUY KAIVIKEG
LEAETEC KAl va DOKILACOUY BEPANEUTIKES eMep-
Bdoeig. Autd Ba Toug TonoBeTNoE! OTNY MPWTN
ypappn 6gov agopd Ty Kavotopia ae didgpopa
nedia onaviwy voowv.

To povtéAo EAA Ba pnopoUce va anoteAécel
napddelypa yia dAoug. Ta epyaAeia axpn yia
NAEKTPOVIKES UNNPETIEG OTOV TOPEA TNG Uyeiag
rou avantuxBnkav yia va fonBnoouv T dia-
OUVOPIaKN ouvepyaoia otnv Eupwnn pnopei va
éxouv eniong T duvatdtta va dnpioupynoouy
biebveic auvepyaoieg evwd NapAMnAa BeAtiovouy
v NpdoBacn oty UYEIoVOpIKA nepiBaAyn.

Ta EAA Ba aiorioirioouv
TIC NayKOOUIEG BEATIOTEG
MPAKTIKEG, Orou
urndpxouv, kai Ba tI¢
bnpioupyrioouv ornou bev
urndpxouv.
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EAA via nabnoeic twv
uaticov (ERN EYE)

01 ondvieg NaBNOEIG TwV ATV anoteAouv
™ Baoikn artia twv npoBAnpAtwy épacng Kal
TWEAWONG yia naidid
Kal veapoug evhi-
Keg otnv Eupwnn.
Mavw andé 900 ond-
VIEC NABAOEIC TwV
HATIWV OUYKaTaAé-
yovtal otnv nuAn
yia ondvia voonpata
Kar oppavd edppaka
(ORPHANET). Autég
nepiAapBavouy nio
diadedopiéveg nabn-
O€IG ONWCE N JeAay-
XPWOTIKA apeiBAnotposidbondBeia tg onoiag
0 eninoAacpdg unooyidetar 1 npog 5000,
Kabwg Kal JepIKA NoAU ondvia nepioTatika
rou €xouv Kataypagei pévo pia n dUo popég
ota Iatpikd ouyypdupara.

To ERN EYE xwpiCel autég TI¢ nabnoeig o€
TE00EPIC BepatikéG opadeg: ondvieg Nabnaoeig
ToU au@IBANCTPOoEIdoUC XITWva, ONAVIES VEU-
poo@BaAoAoYIKEC NABNaOEIC, ondvieg Nadn-
o€I¢ naidiatpikng opBaApioAoyiag kar ondvieg
nabnoeig tou Npdabiou npipopiou.

EninAéov, €€ biatopeakég opddeg epyaaiag
eCetddouv ntpata nou ival Koivd yia tg

O Baoikd¢ atoxog tou SIKTUOU €ivai n
avamtuén Iag EIKOVIKNG KAIVIKNG —
rou €ival yvwatrn w¢ EyeClin — yia
va eyyudtai ) BeAtiotn kdAuwn twv
onaviwv nabnoewyv twv Latiwyv Kai va
bieukoAuvel tn biaouvopiakn biaboon
TwV €EEIBIKEULEVWIV YWWITEWV.

TE00EPIC KUPIEG BepaTikéG oUAdeG. AMEC opa-
beq epyaoniag €0TIGOUV O OUYKEKPILEVOUG
TOWEIG ONWG YEVETIKEG €EETATEIG, UNTPWA,
€peuva, eknaibeuan, enikoivwvia kal aoBeveic,

0 Baaikdg atdxog Tou diktUou eivar n avantugn
HIag EIKOVIKAG KAIVIKNG — Mou €ival yvwatn
w¢ EyeClin — yia va eyyudrtar tn BéAtiotn
KAAUWN TwWV onAviwy NaBNoEwWY Twv Patiwy
kal va dieukoAuvel T Siacuvopiakn diadoon
TV CEIBIKEUEVWY YVWDOEWV.

ZYNTONIZTPIA TOY AIKTYOY

Ka@nyntpia Héléne Dollfus

Hépitaux Universitaires de Strasbourg,
laMia
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EAA via vevetkd olvbpopa 573

MOU EVEXOUV TOV KivOuvo

napaywync Oykwv
(ERN GENTURIS)

Ta yevetkd ouvbpopIa rMou evéxouv Tov Kivbuvo
napaywyng dykwv eival diatapaxég katd Tg
0roieg KANPOVOLIKES Veve-
TKEG PETAAAEEIG Onpiloup-
youv peydAn npodidBeon
o€ dropa yia v avanugn
OYKwV. To N0o0oTd TOU KIv-
BUVoU eLPAVIONG KapKivou
katd  didpkeia g {wng
LMNopEi va QTavel Kai 1o
100%. NapdAo nou undp-
Xel Uey@An diagpoporoinan
010 oUOTNHIA 0pYAVWY MoU Uropel va npooBai-
Aovtal, Ta dropa nou Nacxouv and autég avii-
petwnidouv napdpoleg MPokANGEIG kaBuatépnon
om didyvwoan, EAeipn npdAnyng yia acBeveic kai
UYIEIG OUYYEVEIC, kKaBug Kal Kakn diaxeipion g
Bepaneiag. Autv ™ auyun, pévo to 20-30% Ttwv
avBpwnwy L YeVETIKA oUVOPOLIA NOU EVEXOUV
ToV KiVOUVO Napaywyng GyKwy €xouv dIayvwoarel.,

To ERN GENTURIS epyaletar yia t BeAti-
WOoN TNG TAUTONOINONG AUTWY TWV ouvopo-
HwV, TNV EAaxioTonoinon tng andkAIoNG Twv
KAIVIKWOV anoTteAEopATwy, Tov oxeOiaopo Kal

Autnv tn otiyun, ovo 1o
20-30% twv avBpwnwyv LE
YEVETIKO aUvOPOLIa MOU EVEXOUV
Tov KIVOUVO napaywyrng OyKwv
exouv b1ayvwortel.

NV €QAPLIOYN KATEUBUVTIPIWY YPAULIWY, TV
avdantugn pNTpWwV Kai BIotpanswy, TV uno-
otPIEN TNG €peuvag kal TV evouvApwaon Twv
aoBevwv. To diktuo Ba eknaibeVoe! To KoIVE Kal
TOUG enayyeALaTieg oTov Topéa TG Lyeiag kal Ba
eVIOXUOEI TNV aviaAAayn BEATIOTWY NPAKTIKWVY
otnv Eupwnn. H npdofacn atn dieniotnuovikn
nepiBaAyn Ba BeATIWOEI, pe véa poviéha Kai
npdTuna yia Ty Kolvoroinan kai I cugitnon
noAUNAOKwWV Nepiotatikwy. To diktuo aufdvel
TNV NOIOTNTA KAl TNV EPUNVEIT TWV YEVETIKWV
e€etdoewy, Kabuwg Kal TN OUPPIETOXN Twv aoBe-
VWOV OE MPOYPAHHATA KAIVIKWV EPEUVIDV.

\

To ERN GENTURIS Ba ouvepyagarei pe GAMa EAA
yia ™ BeAtiwaon g nepiBaAypng Twv acBeviv
L€ YEVETIKA cUVOpOpIa MOU EVEXOUV TOV KivOUvo
napaywyng GyKwv nou nacxouv anod nabnoeig
Mou EQNIMTOUY OTO eMaTnioVIKS nedio AAou
BIKTUou.

ZYNTONIZTPIA TOY AIKTYOY

KaBnyntpia Nicoline

Hoogerbrugge
latpiké Kévtpo lNaveniotnuiou
Radboud, OMavbia
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Yuvepyaoia otnv npagn

H texvoAoyia nAnpogopiwv (TM) kai ta epyaieia
NAEKTPOVIKWY UNNPEDIWV OTOV TOPEX TNG UYEIag
priopoUv va naiouv évav noAUTiHo poAo otn
dleukdAUvVan NG ouvepyaaiag. Ta EAA ouvdé-
ovtal Péow piag e101kng nAateoppag TN péow
NG oroiag €vag oUVIOVIOTAG TOU OIKTUOU Hnopef
Va OUYKOAEQE! «EIKOVIKA» OULBoUAIA €10IKEU-
LEVOU IaTPIKOU MPOoownikoU LE TN XpAon epya-
Agiwv TNASIaTpIKAC yia TV e€€taon ¢ ndbnong
€vog aoBevn yia didyvwon n Bepaneia. Auto
ENITPENEI TOUC ENAYYEALATIEC OTOV TOPE TNG
uyeiag, nou Ba ntav nahaidtepa UNoXpewpé-
VoI va O1axeIpioToUv onavieg Kal MOAUNAOKES
unoB€aeig o€ anopdvwan, va oUPBoUAEUTOUV
opdtipoug €161KoUg Kal va {nthoouy pia Oeu-
TEPN YVWUN ano évav ouvadeApo. Eva Kevipikd
OTOIXEI0 QUTWY TWV EPYAAEiwV eival n diaAer-
ToUpYIKOTNTAL

>Yuvepyadopevol €taipoil

To EAA 0160 éxel va NpoopéPE MPayUaTiKa 0Qen
yia 6Aa Ta Kpdm péAN g EE. H oxetikn vopioBeaia
EMIMPENEI OTIC XWPES MOU SEV eknpoownouval
o€ éva eyKekpIpévo EAA va OULLETEXOUY ECW
napdxwv UYEIOVOLIKAG nepiBaAwng rou Siopido-
VIl and Ta KOAtN PEAN TOUG WG «OUOXETICOLIEVT»
fikal «ouvepyadopevas €BvIKA kévipa.

Xdpn atnv texvoAoyia, n yewypagikn tonobeaia
dev xpeiadetal va anoteAer eunddIo yia T ouvep-
yaoia pe opdoeg nou Bpiokovtar Siaokopriopéveg
o€ dIaPOPETIKA €PN, Xe LEPIKEC MEPIMTLITEIG, LIA
TNAEPWVIKA KANON 1 pia BIVIEOKANGN apkei. L€
AMEC NEPINTWOEIC, Ta diktua pnopouv va xpn-
olonoinoouy €10Ikd ouotnuata yia va diaBiBa-
oouv defypata 1otoU M eIkOVESG UPNANG avauong
NOAUNACKWY Nabnagwv. O1 ev Adyw TEXVOAOYiEG
HrnopoUv va xpnalporoinBouy yia v anodn-
KEUON IaTPIKWY UroBéaewy, oupBdAovag €tol
otnv avdntugn piag peyaAng tpdnedag IatpIKwy
UNoBEéaewy yia NEpAItEPW HEAETN.

MNa napddelypa, tav naboAoyika n padloAoyikd
OTOIXEla KolvorolouvTal e aopAAEla, Ta pEAN
Tou diktUou pnopouv va ouvdeBouy, va bouv
TIG EIKOVEG kKal va urnoBdMouv oxoAia o€ éva

Ta kpdtn péAN pnopei akdpa va enbupolv
va diopicouy €éva €BVIKO KEVIPO oUVTOVIOOoU
via va Bpioketal o€ enagn pe 6Aa ta EAA. To
TupBoUAio Twv Kpatwv MeAwy yia EAA opidel
10 KoIvd mAdioio yia tov Siopiopd kai Ty evow-
pdtwon autoy Tou €ib0Ug TWVY KEVIPWY 0Ta
EAA. Qotdao, €ival noAU onpavtiko o Siopiopdg

KAeIoTd nepiBaMov. O Bepdnwy 1atpdg napapié-
Vel UnevBuvog yia Tov aoBevn Toug, aAG pnopet
va enweeAeital and 1o EAA Xpnoiponolwvag 1o
WG éva NOAUTIIO Kal UNOOTNPIKTIKO LIEO.

Xdpn otnv texvoAoyia, n
YEWYpagikn tornoBeaia
bev xpeialetal va
anotelei €nodio yia

I ouvepyaoia e
opdbec rou Bpiokovai
bIaOKOPMIOLEVEC O€
OIaPOPETIKA LIEDN.

TwV ouvepyadopevwy €Taipwy and kpAatn
HEAN va yivetal péow avoixtwy, dlagpavwyv
Kal eUpUBLWY dIadIKaaIwV.

01 npwtol ouvepyalOpevol €Taipol avapeveral
va dlopioTolv and opiopéva KpAtn PEAN LExp!
10 TéA0G Tou 2017.
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(ERN GUARD-HEART)

01 ondvieg kapdlondBeleg pnopei va nMpokUyouv
katd ™ didpkela g {wng evog atdLIoU Kal Opei-
AovTal KUpiwg o€ vevetikoUg napayovteg. O1 ev
Adyw nabnaoeig xapakmpidovtal and pia eupeia
nolkIAia oupMTWPAtwy Kar evoeicewy nou noi-
KiAouv Oxi pévo and vooo o€ vooo, aMd kal
and acBevn oe aoBevn. OAeg autég ol kapdi-
ondBEeIeg EVEXOUV LEYAAD
kivbuvo gapvikou Bavatou
o€ veapn NAIKI, Mou ouvA-
Bw¢ NpoKUNTEl o€ Katd Ta
@\a uyin dropa.

To diktuo GUARD-HEART
€XEl TAUTOMOINDEI TOUG
napakdtw Bepatikolg
TOLEIC: OIKOYEVEIG NAEKTDIKES
naBnoeIg, oKoyeveig kapdio-
LUONABEIEG, OUYYEVEIG KapOIaKES avwaNES Kal
AMeg ondvieg kapdlondBeieg. Autoi or Bepiartikof
Topei¢ Bacidovtal oTIG KAIVIKEG KATEUBUVTIPIEG
ypappés g Eupwndikng Etaipeiag KapdioAayiag
(ESC), ot AieBvn Tagivopnon Noowv(ICD10) kai
otnv ORPHANET.

To ERN GUARD-HEART atoxo €xel va evioxUgEl
TOV QUVIOVIOHO TwV €I0IKWV Kal Twv Népwv yia
va HIEUKOAUVEI TN QUYKEVTPWAN DIEMITTNLIOVIKAG
YVwaong nou Ba xaptoypaenBei kal Ba diaboBei
aT0 KOO,

To ERN GUARD-HE,
EVIOXUOEI TOV OUVIOVIOLO TWV EIOIKWV
Kal Twv népwyv yia va bIEUKOAUVEI
T OUYKEVIPWOT] OIEMIOTNIOVIKAG
yvoonc rou Ba xaptoypapnBei kai Ba
61a6006¢i ato KoIve.

) A

ART otoxo €xel va

01 unnpeaieg LyelovouIkng nepiBaiwng Ba napa-
oxeBoUv péow piag kovig NAaTeOppag NAe-
KTPOVIKWY UMNNPECIWYV OTOV TOREA TNG UYEIAG.
Autd Ba diaopalioel v eupUtepn npdoBaon oe
e€eIBIKEUPEVN ENITTNHOVIKN YVWoN Yia aoBeveig
Kal EnayyeALIaTieg otov Topéa g Uyeiag otnv
Eupwnn. EvioxUovtag T atevdtepn ouvep-
vaoia petagy twv €1dikwy, Ba anoktnBei véa
EMIOTNHOVIKA YVWoN kai Ba kolvornoinBei yia
TV uUnoatpIgn TG avantuéng véwv diayvw-
OTKWV Kal Bepaneutikwy diadikaaoiwy, ald

23

Kal yIa TNV TauTonoinan véwv onaviwy Kap-
dlonabeiv.

ZYNTONIZTHZ TOY AIKTYOY

KaBnyntig Arthur Wilde

Akabnuaiko latpiké Kévipo,
Auotepvray, OAAavéia
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EAA via KANPOVOUIKEC

Kal OUYYEVEIC avwpaAieg

(ERNICA)

To ERNICA €€etdlel ouyyeveic duoniaaieg kal
vOo0UG Mou eppavidovtal ota Npwra otadia g
{wne kal anaitoly dieniotnpovIKA nepiBaAyn
Kal pakpornpéBeopn napaxkoAoUBnan kai PeAeTa
™ petdBaon atnv evnAiKiwaon.

To &iktuo opyavwvetal yUpw ano duo Baci-
KoUg afoveg epyaciag ouppwva e TI§ Katn-
yoplonoinoeig ORPHANET kai ICD10. Evag
atovag epyaoiag e€etadlel T¢ duoniacieg Tou
NeNTIkoU oUoTAUATOC Kal 0 AdAAoG e€etddel
TI¢ buonAacieg Tou diappdypatog Kal Tou
KOIAIaKOU TOIXWHATOG. LTov TeAeutaio agova
€pyaoiag, undapxouv opdadeg epyaaciag nou
KaAuntouv ducnAaaieg Tou oigopAyou Kai pia
opdada nou epyddetal OTIG YAOTPEVTIEPOAOYI-
KEC Kal EVIEPIKEG VOOOUC. H ev Adyw opada
nepAapBaver eniong pia opada nou €18Ikey-
€10l OTNV EVIEPIKN avendpkela. Kabe opada
epyaoiag biabétel BIkéG TG €10IKEG opadeg nou
KAAUMTOUV LIa OUYKEKPILEVN VOOO.

lMNa kanola ané autd ta ondvia voonuarta,
Ta N0000TA BvnolpdTNTag pnopouv va Qtd-
oouv aképa kai 1o 50%. To ERNICA otéxo éxel
va BeATiasl TNV NoIdTNTA NG NeEpiBaiyng
nou AapBdvouv ol aogBeveic Kal va PEIWaEl

TG HaKpONPAOBETUEG CUVENEIEC MOU €XOUV
autég ol andvieg véool ata Bpéen. To diktuo
Ba SieuKoAUVEl TIG EPEUVNTIKEG OUVEPYATTEC IE
N duvardtnta avdntugng KAIVIKWY KateuBu-
vInpIwv 0dnyiwv nou Bacifovial g€ cUAMoyN
otoixeiwv. Oa BeAtwbel akdua n npdaPacn
0€ VEEG XEIPOUPYIKES TEXVIKEG Kal Bepaneieg.

To ERNICA anoteAei éva onpeio ouvavinong
yia €BvikoUg oUMOGYoUG aoBevwv Kal napod-
xwv nepiBaiyng, oupnepiAapBavopévwy

la kdnoia and autd ta

ordvia voonuata, td rnocootd
Bvnoiudtntag propouv va

ptdoouv akopa kar 1o 50 %.

VOOOKOUWY Kal AAAWV enayyeALaTicov nou
deopevovtal va BeEATILOO0UY Ta anoteAéopata
yia Toug aaBeveig,

LYNTONIZTHZ TOY AIKTYOY

KaBnyntng René Wijnen

latpiko Kévipo Erasmus, Potepviay,
OMavéia
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EAA via ouyyeveic

buonAaociec kal onavia

dlavontikn avannpia
(ERN ITHACA)

AUTO 10 EAA OUYKEVTPWVEI EIBIKOUG OE ONAVIEG
ouyyeveic duonAaoieg kal onAvieg diatapaxég
diavonuikng avannpiag. O1 ouyyevei duoniaaieg
ennpedadouv éva ata 40 pwpd. Ma nepioodtepo
Kolvég duonAaoieg, Orwg n XEINEooxIoTia, undp-
xouv kaBiepwpéva diktua nepiBaAyng. Ma nio
ondvieg Nabnaeig, ol e1dikoi eival diackoprigpiévol
otnv Eupwnn. MoAég Suoniaoieg eppavidovtal
pad we Pépog «auVOPBLILY» Mou oxeTidovTal e
N pualoAoyIKA augnan, avantugn M KoIVWVIKN
npooappioyn. Mavw and 8000 alvépopa éxouv
NEPIYPAPEI Kal Ta NePIoadTENA NMPOKUNTOUY O
ouxvéTnTa Katw tou 1 ata 2 000.

O1 diatapaxég xpwpoowpdTwy eivar pia and Tg
nio KoIvég artieg duaniaaiwy Kal Siavontkig
avannpiag. Néeg e€etdoelg, onwg n aAniouxia
OAWV TWV YoVISIWV Kal TOU YoVIBILATOG €X0UV
BeAtiwooel TIg MpoorTkeg Sidyvwaong, aAAG ouvi-
Bwg dev eivai biaBEaipeg oe ndvw and to 50%
TWV KEVIPWY UWNANG eCeibikeuong.

H &ieUpuvon g npdoBaong oe autiv TV TExVo-
hoyia eival Baoikdg atéxog Tou ERN ITHACA.
To biktuo avantUooel niong NPWTOROUAIEG

TNAEUVEIQG PE EIKOVIKES DIENITTNLIOVIKEG OUIC-
be¢ ota kévtpa g EE, kai Ba xpnaoipionolel ko~
VIKEG EMYPAUUIKES KAIVIKEC yia TN BeATiwon g
npdoBaong oe Siayvwaotikd epyaleia xwpig ol
aoBeveig va eivar avaykaopiévor va Tagidgwouy.

To ERN ITHACA Ba ¢pBel oe enagn e yoveig Kal
aoBeveic yia va avantugel BEATIOTEC MPAKTIKES
Kal va EEKIVATE! TNV avanTtugn KateuBuvpiwy
YPapwy 6rou eival anapaitnto. Oa kabiepwoel
KpImpIa yia ta dedopiéva pINTpwou acBevwy, v
eCeIbIkeupévN KatapTIon yia enayyeALatieg otov
TOp€a TG Uyeiag kan Ba SieukoAUvel Tv €peuva.

To biktuo Ba ouvepyaortel Pe AAAa uQIoTapeva
diktua oto nedio kar pe EAA e ta onoia undp-
XOUV oUUNANpWLATIKA onpeia evbiapépovtog,
evw Ba kpatd Toug aoBeVeig aTo eNiKEVIPO TwWV
dpactnpioTTwy Tou.

LYNTONIXITPIA TOY AIKTYOY
Kaényntpia Jill Clayton-Smith

Kevipiko Noookopeio tou Mdvioeotep,
16pupa Tou EBvikoU Luotrpatog
Yyeiag (NHS), Hvwpégvo Baaileio
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>uvtovidovtag eva Eupwnaiko
Alktuo Avagopac

0 kaBnyntAg Pierre Fenaux, nou eivar kabnyn-
NG alpatoAoyiag oto voookopieio Hopital Saint-
Louis ato Mapial g FaAAiag, eival unelBuvog
yia 1o ERN EuroBloodNet. lMa tov kaBnynth
Fenaux, to diktuo EuroBloodNet nou diaBé-
€l 66 PEAN NPOOPEPEI ONUAVTIKA 0QEAN O€
aoBeveig kar enayyeAuatieg. «O okondg Tou
EAA eival va €xel enikevipo Tov acbevn: va
BeAuiwver tnv NpdaBaon o€ UYEIOVOLIKA NEPI-
BaAyn o€ onAvIeC AIATOAOYIKEG DIATaPaXEQy,
dnhwvel. «Dépvoupe Npwrondpa diayvwaotika
epyaAeia kal Bepaneieg o€ kévipa avd v
Eupwnn nou pnopei n anapaitnt eniotnpo-
VIKNA YVWON va PNy UNApXel»

Avapépel 6T o1 NIOTONOINCEIG TWY KPATWY
peAwV NG EE kal g Eupwnaikng Enitponng
npoaBéTouv KUpog ato SikTuo kai BEATILIVOUY
v Ikavétnta 1aboong Twv KateuBuvnpiwy
ypappwy. «BAénoupe eniong Baupdoleg eukal-
piec didbaokaAiag oxeTIkA pe onavieg aipa-
TOAOYIKEG VOOOUG PETW TWV OUCTNUATWY
ouvexi(opevng 1atpikng eknaibeuong (XIE),»
npoaBétel 0 kKaBnyntg Fenaux.

la KAIVIKoUG 1atpoug, To kKabnpepivé oge-
Aog tou diktUou @aivetal 6tav avaiapBavouv
onAvieg N NOAUNAOKEC 1aTpIkéG unoBéaeig: O
Bepdnovteg 1atpoi propouv va oupBoUAEUTOUV

€€E10IKEUPIEVOUG OUVAOEAPOUG 08 AMEG XWPES,
divovtag €tal TEA0C oTNV anopevwaon rou Pepi-
KEC (POPEC VILBOUV oI enayyeAuatieg atov
Topéa NG uyeiag dtav dev éxouv npdofacn
0€ OPATIHOUC €181KOUG 0l onoiol Urnopouy va
Toug dwoouv pia SeUTePN YVWN.»

Yndpxouv aképa dAa niavd ogéAn. O kabn-
yNTAG Fenaux Aéel 6t n ouvbeon voooKopEiwy
avd v Eupwnn Ba dnuioupynae éva peydAo
apiBud acBevwv pe ondvieg aobéveleg, avoi-
yovtag Tov dpdpo yia KAIVIKA épeuva nou
nalaidtepa dev Ba ntav eQIKTA.

01 ev Aoyw dlacuvbéaeig pnopoulv eniong va
AEITOUPYNOOUY oav pia nAatQoppa napép-
Baong evioxuovtag TNV avantugn ouAdywyv
acBevwv yia atopa pe ondvia voonpara, Kal
NpooQEPOVTAC ENIOTNHOVIKEG MANPOPOPIES
OXETIKA UE KAIVOTOPEG Bepaneieg. «Av évag
Bepdnwy 1atpdg ¢nta and To Tonikd VOOOKO-
peio npdoBaon o€ pia kaivotopo Bepaneia,
10 6ikTuo pag Ba pnopouaoe va NpooQé-
PEI TN YVWHN €VOC €10IKOU OXETIKA WE TNV
EMNIOTAKIN Mou anoteAei n BAcn piag véag
napéppBaong» dnAwver o kaBnynthg Fenaux.
«QO1 Bepanovteg 1atpoi kal o1 aoBeveig oe
autd 1o nedio twpa yvwpidouv ot dev eival
pévol TouG.»

« O1 Bepariovteg

IaTPOI LIopouv va
oulBouleutolv
e€e1bikeupEVOUC
ouvabeApouc o€ dMeg
xwpeg, bivovtag 1ol TEAOG
OtV anopoVwar) rnou
LIEDIKEC (POPEC VILOBOLV Ol
enayyeAIatiec otov Touea
¢ uyeiag dtav bev Exouv
rpoaBacn o€ oLoTILIOUC
€161koUco! orioiol LIrnopouv
va tou¢ bLooouV Lia
beUTEPN YVWOLIN.»
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EAA yia voooug tou =
avanveuoTIKOU OUCTNHATOG  *¢'3e
(ERN LUNG)

O1 NoAUNAOKeG V800! Twv NVeUpIdVwY anartouv
napakoAoUBnan and dIAPopeg IBIKATNTEG NapdA-
ANAQ HE WUXOKOIVWVIKA
unoatpi§n. Auth n noAu-
MAOKGTNTA Nopei va opeite-
TaI OTOV UMOKEILIEVO YEVETIKO
pnxaviopd g véoou, TG
deutepeiouoeg aMayeg kal
N QUIA MOU €X0UV UNoaoTel
@aMa ouotpata opydvwy. H
éykaipn Siayvwan Kai n npd-
0Baon o €161k nepiBaiyn
pnopouv va BeAtivoouy ta
anoteAéopaTa yia MoAAEG anod auteg Tig Nabnoelg.

To ERN-LUNG €€etdel pia ogipd and onavieg
Kal MOAUNAOKEG MVEULIOVIKEG NABAOEIS, Orwg N
1610MaBA¢ NvEUPIOVIKN fvwaon, N KUGTIKA ivwaon, N
Bpoyxextaaia rou dev ogeiletal e KUTTIKN fvwan,
N NVEULIOVIKN UNéPTaon, N NapaveonAQopaTKA
napeykeahidikn ekpUion (PCD), n avendpkeia
A\pa-1 avutpuyivng (AATD), To pegoBnAiwpa, n
XpOvIa BUCAEITOUPYIa OLI0IOLIOOXEULIATOG NMveU-
pova, Kal GAAeG ondvieg nveuplovondBeieg (ORLD).

To biktuo NpoonaBei va BeAtioel Ty eniotno-
VIKM YWwon atnv Eupwnn yia i BeAtiowon twv
npotunwy NepiBaAyNg, Tg NoIdTNTag {wng Kal TG

To biktuo rpooraBei va BeAticOael v
EMIOTNIOVIKN yvwan atnv Eupdnn yia
N BeAtivwon twv npotunwy repiBaAyng,
N¢ MoI0TNTas {wri Kai g rnpoyvwors
010 NMAaioio Tou paouatog Twv onaviwy
MVEULIOVIKWV VOOWV.

&

nm’

nPGyvwWong oto MACICIO ToU (ACHATOG TwV Ond-
VILV NVEULOVIKWV VEawv. Ta JEAN: avantiooouv
kai 6iabibouv KateuBUVTPIES YPAULESG QywyNG:
nPowBoUV KOIVES BEPANEUTIKEG MPAKTIKES: EVIOXU-
ouv T dlacuvopiakn Npoafaon ae didyvwon Kai
Bepaneia- dnpioupyolv kal unoompidouy UNTPWa:
KQl GUYKEVIPWVOUV LIEYAAEG OLIAOEC VI KAIVIKEG
PEAETEG, TNV avarugN pappAKwy Kal TIG OroudEg
(PUCIKAG I0TOpICG,

To ERN-LUNG napéxel atoug aoBeveic npéaBaon
o€ DIENIOTNHOVIKEG OUIABES, NaPEXOVTag HEUTEPES
YVWOLEG YIa MOAUMAOKES IATPIKEG UNOBETEIS ESwW

diabiktiou xwpig ol aoBeveic va eival avaykaopé-
vol va tagdéwouv. Etal Ba yivel enéktaon evog
EMYPAULIKOU OUCTALIATOG EMICTNLIOVIKAG oULBoU-
G nou Beoniotnke PEow ToU MIAOTIKOU €pyou
ECORN-CF nou xpnpatobotmBnke and v EE.

ZYNTONIZTHZ TOY AIKTYOY

KaBnyntiig Thomas O.F. Wagner

Universitcitsklinikum, @pavk@ouptn,
lepuavia
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EAA via Tov naidiatpiko

Aovhevovtag yie agbevelc mov Thayovy amb omdvie voouate, moAiThokes vogoug ket TedNaEls xeunho emimolaciod

Kapkivo (aipato-
oykoAoyia) (ERN PaedCan)

0 naidiatpikdg kapkivog gival onaviog kai epea-
viZetar pe NoAAéG unokatnyopieg veonAaoiwy.
Me 20000 naibia va éxouv
npdoeata diayvwaortei pe
Kapkivo otnv Eupwnn kai
6000 aaobeveig pe naibia-
TPIKO Kapkivo va neBaivouv
KABe xpdvo, Napapével n
npwn artia Bavdtwy and
véooug yia naidid Gvw tou
1 éroug

0 péoog 6pog eniBiwaong

éxel augnBel TG TeAeuTale HeKaeTieG: yIa KANOIEG
naBnaoeig n eGEAIEN eival evIUNwoIakd peydaan,
EVW VIa GAAEC Ta anoteAéopiata napapiévouy
anoyonteuTKA. MeydAeg aviodTnTeg oTa Nogoota
eniBiwong eival AN pia npdkAnan oty Eupwnn,
IE XEIPATEPA AMOTEAéOIATA VA ONIEILOVOVTCI
otnv AvatoAikn Eupwnn.

To ERN PaedCan epyddetal yia i BeAtiwon g
npéoPBacng o€ UYEIOVORIKA NepiBaAwn UWNANG
nolotnTag yia naidid Pe KapKivo Twv onoiwv ol
nabnoeig xpeiadovtal e181KA Yvwon Kal epyaieia
rou dev eival eupéwg diabBéaiua Adyw Tou HIkpoU
apIBHoU TWV NEPIOTATIKWY KAl Adyw EMEIYNG

Eva biktuo aupBouliwv
naibiatpikr)g oykoAoyiag 8a
OdnuioupynBer Lie ) xpron
epyaeiwv T yia aviarayn
EECEIBIKEUIIEVNG EMIOTNIOVIKIG
YVLOONG Kal EMIOTNLOVIKWV
OULBOUAWV.

nopwv. Baoietar oe naAaidtepa épya ENCCA,
PanCare kai ExPO-r-Net nou xpnpiatodotiBnkav
and v EE. To ERN PaedCan avarmtyooe! évav
XAPTN Nopeiag €10IKWY KEVIPWY Yia va BonBhael
otn BeAticwon TG NPoBoAnG Toug o Napdxoug
UYEIOVOLIKAG nepiBaAwng kai acBeveic, Eva biktuo
oupBouAiwv naidiatpikig oykoAoyiag Ba dnpi-
oupyNBei e TN xprion epyaleiwy T yia aviah-
Aayn e€eIBIKEUPEVNG ENICTNHIOVIKNG YVWONG Kal
EMIOTNHOVIKWY GUHBOUAGV.

To Oiktuo OTOX0 €xel va au§hoel Ta MOCoaTd €M
Biwaong Tou naibikoU Kapkivou Kai v noietnta
{wng evioxUovtag T ouvepyaoia, TV €peuva

Kal TNV KatdpTion, JE anwtepo atoxo N pei-
WON TWV TPEXOUCWV aQVIOOTTWY Goov apopd
Ta nogootd eniBiwang naidikou kapkivou kai Tig
UMoBOLEG UYEIOVOUIKAG NepIBaAwNng ata kpdtn
PEAN TG EE.

ZYNTONIZTPIA TOY AIKTYOY

KaBnyntpia Ruth Ladenstein

St. Anna Kinderspital & St. Anna
Kinderkrebsforschung, Auatpia
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EAA via TIC NNATIKEC ..
vooouc (ERN RARE-LIVER) ¢y

01 oNAvIEG NNATIKEG VOTO! LNOpoUV Va MPoKa-
AMéoouv atadiakn BAABN oto nnap kai va obn-
yMoouv gt fvwan Kal kippwaon. O eNiNAOKEG TG
Kippwang pnopei va odnynoouv o€ Bavaro Kal,
0€ NOAEG NEPIMTWOEIG, N LOVN arnoTeEAECHIA-
KN Bepaneia eivar n petapdoxeuon nnatog. H
KAMwan, 0 KVNOWIOG O XOAOCTATIKEG NABNTEIC,
Kal 0 NéVog Kal To MPAEILIo OtV NEPIOXA TNG KOI-
NIEC 0 KUOTIKEG NaBNOEIG ennpeadouy onUavika
TV noidtnta JWng,

Ye naibiatpikous aabeveic, n kaBuotépnon
ot didyvwan, Kai N EMEIPn avantugng kai n
un eniteugn Twv Bacikwy atadiwy avantugng
anoteAouv Npdabetoug BaaikoUg NapayovTeg,
napAMnAQ e Ty npokKANoN NG petdBaong om
Bepaneia katd v epnPeica.

To ERN RARE-LIVER e€etadel tpeig katnyo-
pieg véowv: Ta autodvoaoa voonpata nnatog,
N PETABOAIKA XOAIKA atpnaia Kal TIG OXETi-
KEC NNATIKEG VOOOUC, KaBWG Kal AANOIWOEIG
otn dopn tou nnatog. To diktuo, yia NpwIn
(pOopd oTNV 10TOpIa TWV NNATIKWY Voowy, Ba
EVOWHATWOoEl NANPWE TNV nepiBaAyn yia
TOUG €vnAIKOUG kai Tv nepiBaiyn yia naibid
divovtag éugaan otic avdykeg Tou NANBuapoU
nou Bpioketal oe petapatikd otd@dio kai TG

ENINTWOEIC VIA TIG OIKOYEVEIEG UE YEVETIKN
diayvwoaon.

H avanmugn evnuepwpiévwy KateuBuvmpiwy 0dn-
yiwv anoteAel npotepaidtta. O kateuBuvTpIeg
YPAULIES aywyng Ba epappiootolv € CUvepya-
oia pe v Eupwnadikn Etaipeia yia h MeAémn
Tou'Hnarog (EASL) kai tnv Eupwndikn Etaipeia
via v Maibikn Ffaotpeviepoloyia, Hnatohoyia
kai Aiatpogn (ESPGHAN). Autd Ba unoatnpixBei
ano v kabigpwaon Bagikwv dIayVwaTKWY Kal
MPOYVWOTKWY EEETATEWV.

H evnuépwaon Twv KAIVIKWYV YIQTpwV OXETIKA
LE TIG onaAvieg diatapaxég nnatog kai n dikain

To biktuo, yia npwin popd otnv
10TOpIa TWV NNAtiKWy vVOowy,
Ba evowparwoel nANpweg v

nepiBalyn yia toug evnAikoug kai

v nepiBaiyn yia naibid,

npooBaon o€ Taxéwg eCENIOTOUEVES EMAOYES
Bepaneiag anoteAoUv HeyAAeg duakoAieg nou
npénel va Eenepaatouv.

LYNTONIZTHZ TOY AIKTYOY

KaBnyntng David Jones

Noaookopeia tou NioUkaad), 16pupia
T0U EBvIkoU Xuatripatog Yyeiag (NHS),
Hvwueévo Baaileio
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EAA via Tov ouvOETIKO

’ ’ 0'-...‘
I0TO KAl TIG HUOOKEAETIKEG  ®¢'s%"

naBnoeic (ERN ReCONNET)

O1 onavieg naBhaoeig Tou ouvdeTikoU IatoU Kal Tou
UOOKEAETIKOU OUCTNUIATOG oupnepIAauBAvouy
évav peyaio apiBpd nabrnoswy kai ouvopopwY,
LIE TPOLIOKTIKN enibpaon oty eue-
&ia Tou aoBevn. Autég nephapBd-
VOUV KANPOVOLIKEG NaBNOEIC, Kal
OUOTNUIKA auTtodvoad Voonpiata
OMw¢ N CUCTNIKA OKANPWGN, N
LIKTA vOOOG TOU OUVOETIKOU 10ToU,
ol 161onabeig pAsypovWbEIS Luo-
nadeieg, n abiapoponoint vooog
TOU OUVOETIKOU 10TOU Kal TO avTi-
PWOPOAINIBIKG uvdpopio. H kaBu-
otepnuévn didyvwan, 16iwg yia
OnNAvIeG N MOAUNMAOKEG UIOPPES
voowv eival éva ouxvod NPoBANLIC.

Autd 1o biktuo xwpidel TIC ondvieg

nadnoeIg Tou oUVOETIKOU I0ToU Kal TOU JUOOKE-
AETIKOU OUCTNLIATOC O€ TPEIG BAOIKEG BEUIATIKEG
OpAbEC: ondvia autodvooa voonpata, MoAUnMAoKa
autodvooa VoonpIata, Kai Oravieg KANPOVOUIKEG
nadnoeIg Tou oUVOETIKOU I0TOU KAl TOU JUOOKE-
AETIKOU oUOTAPIATOG,

To ERN ReCONNET ot6xo €xel va BEATILOE! TV
éykaipn didayvwon, n diaxeipion twv acBe-
VWV, Ta anoteAéopiata g nepibaiyng kar mv

To biktuo Ba BeAticooer v
EMIOTNLIOVIKI) YWOOr OXETIKA LIE TIC
oravieg Nabnaoeig tou auvOeTiKoU I0ToU
Kal TOU [JUOOKEAETIKOU OUOTIIIATOC
kai Ba bieukoAuver ) bnuioupyia
peyaAwyv Bdoswv bebopevwy yia
TNV TAUTOrNOINGon VEwVY KAIVIKWV
1 BioAoyikwv beiktwdv riou Ba
BonBrioouv atn bidyvwan,

EIKOVIKN OUGTNON KAIVIKWV MEPIMTWOEWY EVIOG
Tou BIKTUoU Kal Le Ta ouvepyaldpieva kévipa. H
Xpraon TexvoAoyIiwy TG NAnpogopiag (TT) Ba
BIEUKOAUVEI TNV enikovwvia PETagy TwV KEVIPWV.
To biktuo Ba BeATILOE! TNV EMICTNLIOVIKA YVWaoN
OXETIKA |UE TIG onAviEC NaBROEIG TOU OUVOETIKOU
10TOU Kl TOU HUOCKEAETIKOU oUOTUATOC Kai Ba
dleukoAUvel T dnuioupyia peyaiwy Baoewv
dedopévy yia TV TaUTonoinan VEwY KAIVIKWOV
N BioAoyikwv delktwv nou Ba BonBrhoouv atn
diayvewan.

Ta eknaibeutikd npoypdpata yia acBeveic Ka
olkoyéveleg Ba avantuxBouv kai Ba diadoBouy,
aM\d Ba epappoaTolv Kal VEEG KATEUBUVTAPIEG
VYPAUUEG Kal pétpa nolotntag. H BeAtiwon twy
BepaneuTIKWV NPWIOKOAAWY Kal N peyaAUTepN
OULILIETOXN TWV aoBevidv anoteAolV eniong rnpo-
TEPAUOTNTEG,

ZYNTONIZTPIA TOY AIKTYOY

KaBnyntpia Marta Mosca

Azienda Ospedaliero Universitaria
Pisana, ltalAia
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EOvIKEC NOAITIKEC VIia
onavia voonpata

Ta kpdtn péAn tng EE eival unevBuva yia
TIC €BVIKEG MONITIKEG OTOV TOPEQ TNG UyEiag
Kal TNV Napoxn unnpeciwv uyeiag. To 2009,
10 Eupwnaikd TupBouAio Twv YNoupywyv
Yyeiag! ouvéatnaoe ol XWPeg PEAN va Beani-
00UV Kal va epapuooouy oxédia n otpa-
TNYIKEG HEXPI TO TEAOG Tou 2013 yia tnv
unootNPIEN Twv acBevwv nou ndoxouv ano
ondvia voonuarta. YUpguwva pe  ouotaon,
Ta oxédia Ba npénel va diapopewvovtal
L€ oKono:

Na kaBodnyouUv kai va evidooouv Opdaeig
OXETIKA € OMaAvia voonpata eviog Twv Bvi-
KWV OUOTNUATWY UYEIQg Kal KOIVWVIKAG
aopdAeiag

Na evowpatwaoouv NpwToBouNEC O TOMIKG,
NEPIPEPEIAKO Kal €BVIKG eninedo ae oxédia
1 OTPATNYIKEC L€ OKoMG TN HiIacPAAIon oo~
KANPWIEVNG MPOTEYYIoNG

Na opioouv 6pdoeig nou €xouv Npotepal-
OTNTa PE aTOX0UG Kal Unxaviopoug napa-
KoAoUBnong

(!)  http://eur-lex.europa.eu/LexUriServ/LexUriServ.
do?uri=0J:C:2009:151:0007:0010:EL:PDF

H epappoyn twv £Bvikwv nAdvwv/otpa-
TNYIKWV €xel unootnpixBei and €pya nou
xpnpatobdotouvial and npoypdppata uyeiag
¢ EE. To 2009, n éugpaon oe ondvia voon-
para nTav oxeTkA véa Kal Kavotopog 16éa ota
NePIOoOTENA KPATN PEAN KAl UOVO TéoTepa eixav

B¢ael oe epappoyn €0vVIkA oxédia. Autiv T
OTIYUN 23 KpATn pEAN €xouv UI0BETNOE! OXE-
dla/oTpatnyIkeg.

http://ec.europa.eu/health/rare_diseases/
national_plans/detailed_el


 http://eur-lex.europa.eu/LexUriServ/LexUriServ.do?uri=OJ:C:2009:151:0007:0010:EL:PDF
 http://eur-lex.europa.eu/LexUriServ/LexUriServ.do?uri=OJ:C:2009:151:0007:0010:EL:PDF
http://ec.europa.eu/health/rare_diseases/national_plans/detailed_el
http://ec.europa.eu/health/rare_diseases/national_plans/detailed_el
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avenapkela, ta
auToPAEYHOVWON Kal
autoavooa voonpata (ERN RITA)

To RITA OQUYKEVIPWVEI
Ta Kopupaia eupwnaika
Kévtpa nou eEe1dikevo-
vtal otn didyvwan Kai ot
Bepaneia onaviwv diata-
PAXwWV TOU avooonoinTikou
ouoTNUatog. AutéG anote-
AoUv naBnaoeig nou pnopolv va Béaouy o€ Kiv-
duvo ™ {wn Kar anaitolv napakoAouBnon ano
1atpoug diagdpwy EIBIKOTATWY E TN XpNan
NoAUNAoKNG diayvwaoTikng agloAdynong kal
noAU e€eidikeupéveg Bepaneieg. To biktuo
XwPICel QUTEG TIC NABNOEIG OE TPEIG UMOKA-
TNYOPIEG: TNV NPWTOYEVA QVOTOAOYIKN QvENAap-
kela (PID), tig diatapaxég Tou avoooAoyikou
OUOTANATOC Kal TIG auToPAeyHovwoEeI¢ diata-
paxéc. EmnAéov, undpxel pia unokatnyopia g
naidiatpikng peupatoAoyiag nou evidoostal
HETALY TWV UNOKATNYOPIWY TWV AUTOAVOoWY
Kal auToPAEYHOVEOWY VOONHATwWV.

Autd 1o biktuo Bacidetal aTo €pyo TwV eupwna-
KWV ENITNIOVIKWY ETAINEILIV MOU €XoUV ava-
MUEe! NTPWa aoBevdV, KAIVIKEG KATeuBUVTPIEG
YPAULES, EPEUVNTIKEG OUVEPYADIEC, EKMAIBEUTIKES

EPXOVIAI QVTILIETCOTO! O OBEVEIG
riou avadirouv npoopacn oe
dIayVwWOTIKES EEETATEIG Kal
KaIvVoToLIeG Beparneiec,

dpaompidtnteg kal HIACUVOETEIC LiE OPYaVITEIG
aoBevav.

To ERN RITA npoonaBei va Peicoel TG aviodtnTeg
LIE TIC OMoieg €pxovTal avTLETWIOI 0l aoBeveig
nou avagntouv npdoBaon o SIayVwoTIKES eEETd-
0O€IG KaI KaVOTOUEG Beparnieieg dnwg ol BIOAOYIKES
Bepaneieg, n avikardotaon g alooeaipivig,
N LETAPO0OXEU0N BAQOTOKUTIAPWY KAl N VEVE-
KN Bepaneia.

TKOMO €xel va ONUIoUPYNOEI GUVOEDLIOUG LIE MPo-
Undpxovta Untpwa, va avarugel Naveupwnaikeg
KAIVIKEG KATEUBUVTNPIES YPALILES, VO OUYKPOTACE!
ia €161k opada YEVETIOTWY Yia MoIoTIKO EAEYX0
NG EMALIEVNG YEVIAS TG Texvoloyiag aMnAouxiag,
Va OUPPWVNGE! O éva KovO €pYaAEio yia pap-
HaKoenaypUnvnaon OXeTIKA € QUTEG TIG OrAvIe

NaBnaeIg, va ouykpotoel pia eibikh opdda yia
v 0pBn Xpron kai napakoAouBnon twv Pio-
AoyiKwv Bepaneiddv og véooug nou cuvoéovtal
LIE TO AVOOOAOYIKO OUOTNLIC, VO OUYKEVIPWOEI
Kai va BeAtwael Bepaneieg BAACTOKUTIAPWY Kal
yovibiwv yia aoBeveic, va evioxUoel ouVEPYaoieg
peTagl Twv oUMOYWY aoBevwv Kal va PEPel oe
enagn 16ikoUg ot NadIaTpIkA Kal oty nepiBaAyn
€vNAIKWV OTIG TPEIG KATNYOpIeS,

ZYNTONIZTHZ TOY AIKTYOY

KaBnyntng Andrew Cant

Noaookopeia tou NioUkaad), 16pupia
Tou EBvikoU Xuatnuarog Yyeiag (NHS),
Hvwueévo Baaieio
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EAA via vVEUPOAOVIKEC
naBnoeic (ERN-RND)

To Eupwndikd Aiktuo Avagopag yia ondvieg veu-
pohoyikég nabnoeig (ERN-RND) okond éxel va
IKQVOMoINGE! TIC AVAYKEG Mou Sev éxouv KaAUPBE!
akopa ndvw and 500000 atdpwy nou (ouv pe
OnAvIEG VEUPOAOYIKEG NABAaEIg atnv Eupwnn.
E€aitiag g peydANng ETeEpovEVEIaG TOU GaivaTu-
Mou Kal TOU YOVOTUMOU TwV AoBEVWOV L€ OMAVIEG
VEUPOAOYIKEG NaBraeig, To 609% twv Naoxéviwy
dev éxouv akdpa diayvwarei.

To ERN-RND okond
€XEl va KAAUWYEI Ta v
AOYW Kevd pEow €IKO-
VIKNG d1aBouAeuang
HE 1atpoUg dIdpopwy
€18IkoTNTWY, augdvo-
VIag Tov apiBpo twv
aaBevv nou eivai
Kataxwpnpévol oe pntpwa katd 20 %, kai
oToX0 €xel va BeAtiwBoulv kata 20% ta anote-
Aéopata Twv 1atpikwy unoBéoewv — dnAadn
TO MOCOOTO TWV A0BEVWV IE TEAIKA didyvwan.
H dienmotnuovikn aywyn Ba avantuxBei o
ouvepyaoia pe v Eupwndikn Evwon yia v
latpikn MapakoAouBnaon kai T appaKeUTIKA
Aywyn (European Pathway Association) kai tv
ORPHANET.

To biktuo Baciletal oTIG UNAPXOUTES UNOOOLIES
EVOWATWVOVTAG pia ogipd anod naiaidtepa

[avew and 500 000 dropa
{ouV L€ anavieg VEUPOAOYIKEC
rnabnoeig otnv Eupwnn, 1o 60%
TWV Maoxoviwv Hev Exouv
akopa biayvwaotel.

diktua onAviwy VEUPOAOYIKWY Nabnoswy
rou undyovtal otnv opnpéAa tou ERN-RND
Kal GUPNANPWVOVTAG AEITOUPYIKA LNTPWA Yid
nabnoeig dnwe n vooog Tou XATIVYKTOV Kal
n ataia.

Ba avarmuxBei éva efwtepikd UOTNHA MOIOTIKNAG
afloAdynong via v nayiwaon Bagikwy diayvwaoTtl-
KWV EEETAOEWVY O€ ouvepyaoia e To Eupwndiko
Aiktuo Moidtntag Mopiakng Mevetikng, Siaopa-
Aidovtag ¢t 6ol o1 acBeveig éxouv NpdoPBacn
ot ibieg eukaipieg didyvwaong. To ERN-RND Ba

UNoaTtNPIEel TNV KAtdpTion, TNV €peuva Kal TG
Kavotépeg enepBacels kal Ba e§aopalicer 6t
€10aKoUOVTAl Ol PIVEG TWV A0BEVLOV.

LYNTONIZTHZ TOY AIKTYOY

Ap Holm Graessner

Universitdtsklinikum Tiibingen,
lepuavia
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o€ppatoc (ERN Skin)

MoAéG nabnoeig tou &épuatog éxouv aoBapd
QvTiKTuro otoug aoBeveic kal Unopef va ouv-
déovtal pie Tov kivbuvo eppaviang kapkivou. H
didyvwon ondviwy kai noAUNAokwv deppati-
Kwv voowv neplidapBavel nAnpn agioAdynon
Tou Oépparog kal Tou BAevvoydvou, kabwg Kal
AAwV ouotnpdtwy, kai Blowieg Tou oéppa-
T0G. Movo €pneipol SeppatoAdyol pUropolv va
avuAn@Bouv TG dlIapopég PeTaty autwv Twv
NMOAUNAOKWY NaBnaoewv.
H anouaia &iayvwaong and
évav €10kd anotehel epné-
10 yia T Bepaneia. Autd
unopei va evéxel peydio
OWHATIKO Kal PUXOAOYIKO
(POPTIO YIa TOUG AoBEVEiC,

AUTO TO HIKTUO GUYKEVTDW-

Vel Kopugaioug e1dIKoug oto

nedio Twv ondviwv deppatikwy voowv naidiwv
Kar evnAiKwV yia TNV aviaAayn yvwaogwy, v
EVNUENWON Kal TNV avdantugn KateuBuvtpiwy
YPaUWY BEATIOTNG MPAKTIKAG Kal BEATICOVE! TNV
€NayyEALATIKA Katdption kail Ty eknaibeuon
Twv aoBevidv.

YTOX0 €x€l va BEATILOOEI TNV 0PYAVWAON TNG
UYEIOVOLIKAG NEPIBaAYPNG LIE TN OUYKEVIPWON
népwy, oupnepIAapBavopévng iag nAatedpuag
e €161koUg NaBoAdyous via pia bk JeEAETN
dlapaveiwv kar oUAOYIKEG CUNTNOEIG OXETIKA

KOIVWVIKOOIKOVOLIKI LIEAETN yia
TO ATOUIKO (POPTIo TWV VOOWV.

e BUOKOAES IatpIkéG unoBéaeic, MNa kabe voaoo
nou KaAUMTETal, Bacikég SIEMIOTNLIOVIKEG OA-
6e¢ Ba nepidapBavouy évav deppatoAdyo, évav
VOOOKOLIO, €va YPUXOAGYO, évav VEVETIOT, évav
diarroAdyo kai évav naBoAdyo, kaBuwg kai AAoUG
€18IKkoUG EQOTOV KpIVETal anapaitto.

To ERN Skin Ba avanti&el eniong pntpwa ond-
viwv deppatikwv nabhaewv nou Ba enpéyouv
TN OUPILIETOXN OE €PEULVNTIKA MPpoypApata Kal
KAIVIKEG DOKILIEG |IE ENAPKN aToIxeia aoBevady,
kaBwG kal Ba npodyouv T Bepaneutikn épeuva

LE ENAPKWG PEYANEC opadeg aoBevwv. EmnAéoy,
Ba ouvtaxBei pia OAOKANPWLIEVN KOIVWVIKO=
OIKOVOLIKA EAETN YIC TO ATOUIKG (POPTIO TwV
voowv.

ZYNTONIZTPIA TOY AIKTYOY

KaBnyntpia Christine Bodemer

Assistance Publique-Hépitaux de Paris,
Hépital Necker-Enfants Malades, laAAia
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HETApOOoXeuon o€ naidla Oy
(ERN TRANSPLANT-CHILD)

H naibiatpikn petapooxeuon (PT), kai n petapo-
oxeuan oAGKANpwv opydvwy (SOT), ald kai n
LETapéoxeuon aidoroiNTIKWV BAQCTOKUTIANWY
(HSCT), eivar n pévn Beparneu-
KN Siabikaoia yia noANéG ond-
VIEG VOOOUG,.

H BéAtiotn nepiBaiwn petd
TN PETaUOOXEUON anartei g
OUVTOVIOUEVEG MPOoondBeleg
HIag SIENITTNRIOVIKAG opdadag.
Metd T petapodoxeuan, ol
aoBeveig avtpeTwnidouv xpdvia avoookata-
OTOAN YIC TNV AnopuUyN andppIYng TOU LIooxeU-
parog. Autd anartei napakoAoUBnon yia Tuxov
EMNAOKES ETA T PETAPOOXEUON Yia TNV augnon
TOU NMPOcOAKIpou wng kal yia Tn BeAtiwon g
noidtntag Zwnc. To ERN TRANSPLANT-CHILD
OUYKEVTPWVEI €181KoUG atnv naibiatpikh peta-
POOXEUON KAl TNV NePIBaAYPN LIETA TN PETapo-
OXEUON YIa TN BeATion Twv anoteAeopdtwy yia
Ta Naibid Kal TIG OIKOYEVEIEC TOUG,

To OIKTUO OTOXO EXEl VA LEITEN TOV XPOVO VOON-
A€iag oto VOoOKOpIEID Kal TN Xpran MOAUNAOKwWY
Kal pakpoxpoviwy Bepaneiv. Epyadetal yia i
BeATion Twv UNNPETILWY YPUXOAOVYIKAG UNOOT -
pIENG katd T petdBaon and v naidikn NAIKia

To biKTuo aTOX0 €xel va
LIEICOOEI TOV XpOVO VoonAsiag
OT0 VOOOKOLIEIO Kai TN
xpNon rnoAunAokwy Kai
LIakpoXpoviwyv Bepansitdv.

otnv evnAikiwan. To TRANSPLANT-CHILD otéxo
€X€l Va Kataotnoel DIaBEaIUIEG TIG Mo NPAoPATES
TEXVIKEG KaBWC Kal Ta anoteAéopata e rnpoddou
OTOUG TOEIG TNG 1ATPIKAG, TNG (PAPLAKOAQYIAG
Kkai Tn¢ Bepaneiag. Ta péAn dieukoAUvouy eniong
TNV KOIVOMOINoN TwV EVAPLOVIOHEVWY KateuBu-
VINPIWY YPAUHWY VI TNV KAIVIKA NPakTiki Kal
TV avanTugn EaToLIKEUPEVWY PAPUAKWY OtV
naidIaTpIkh PETAPOOXEUON.

To TRANSPLANT-CHILD gtdxo éxel va HEITE
¢ bandveg oto nAaiolo petapdoxeuong, dnwg ol
Bepaneieg enavauETaUOOXEUONS Kal O (PAPHIAKO-
AoyIkég Bepaneiec, kal evappovidel v nepiBaiyn
0T0 MAQIOI0 TNG NAIBIATPIKAG LETAPOOXEUONG Yia
Va EACXICTONOINTE! TOUG KIVOUVOUG EMMAOKWY

LETA ™ petapdaxeuan. Mad, o kopugaiol €101Kof
oty naibiatpikh petapdoxeuon atnv Eupwnn
epyddovtal yia m peiwaon g Bvnaoipotntag kai
NG VOONPOTNTAG NOU CUVOEETAl LIE TN PETAO-
oxeuan og Naidid.

LYNTONIXZTHZ TOY AIKTYOY

Ap Paloma Jara Vega
Hospital Universitario La Paz, lonavia
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‘Epgpaon otn BeAtiwon Twv

anoteAeopatwy 6cov apopa tnv
uyeia twv acBevwv: o poAog Twv
oUMOYwV aocBevwv

Ta EAA ouykpotnBnkav yia toug acBe-
veig. 01 oUMoyo! Twv acBeviv Kar 16iwg o
EURORDIS éxouv nai€el evepyd poAo atnv ava-
ntuén Siktwy yia Nndvw ano pia dexkaetia pe
okond ™ dlacpdahion 6T ol NpotepaIdTNTES Ba
efval n evioxuan T KAIVIKAG apioTeiag Kai n BeA-
Tiwon TwWv anoteEAEoUATWY avagopIKd pE TV
uyeia Twv aoBevwv kai T dikain npdofaon oe
rnolotikn nepiBaAyn otnv Eupwnn. O EURORDIS
€ival pia pn KUBEPVNTIKA €vwan pE ENIKEVIPO
Tov aoBevn nou eknpoownel 733 oUAMAOyoug
aoBevwv nou ndoxouv and ondvia voonpata
0€ 64 XWPEG.

<Hpaotav napdvteg ot yévwnon g 16éag atnv
opada epyaciag ugnAou eninédou yia TiG unnpe-
of€G UYEIag Kal UYEIOVOLIKAG NepiBaAywng, 6riou
Ta EAA petagpdotnkay o€ pia obnyia yia m dia-
OUVOPIAKN UYEIOVOLIKNA NepiBaAyn,» Bupdtal o
K. Matt Bolz-Johnson, S1euBuVTIG UYEIOVOLIKAG
nepiBaAyng kai épeuvag EURORDIS. «Exoupe
diaoxioel pia peyaAn diabpopn e Ta KpAt pEAN

Kkai v Eupwndiikn * Enrponn, and m yévwnon g
16¢ag kal v avantugn g vopoBeaiag éxpl v
€NiTeugn ¢ oUYKPATNONG Twv EAA»

Q)¢ évag oUOTNPATIKOG €TAIPOC GTNV AvANTUEN
™G 16€ag Twv EAA, n EURORDIS biaogdioe T
ouppEToXN Twv acBevwv kad” 6An  didpkeia
™G diadikaaoiag kar anédeige oe Texviko eninebo
MG N CUPLETOXN Twv aoBevav ota diktua pno-
pei va anopépel mpayuatikd ogéAn ot {wn Twv
aoBevudv.

«Ta diktua éxouv T duvardtnta va EekAeIdw-
oouV antd o@éAN yia acBeveic Le ondvieg kai
NMOAUNAOKEG LOPPES VOOWV,» €ine 0 K. Bolz-
Johnson. «Ta EAA Ba 6waouv TéAog otnv ano-
HOVWOoN Mou avTipetwnidouy ol KOIVOTNTES TwV
ondviwy voowv kal Ba kataotnoouy Nepiooo-
TEPO YVWOTOUC TOUG €181KoUG OTOUG AoBEVEIG
otnv Eupwnn, avtigtoixifovtag €tal ypnyopo-
TEPA TIG AVAYKES TWV A0BEVWV PIE TOUG KATAA-
ANAoUG €161KOUG.»

«Ta biktua éxouv

) buvarodtnta va
EekAeibwoouy amd
0PEAN yia aoBeveiC e
oravieg Kai MOAUNAOKEC
LIOPQEC VOOWV.»



‘Eva and ta Baoikd o@éAn twv EAA yia toug
aoBeveic Ba eival n IkavetNTd Toug va enmaxy-
VOUV TN BIGyvwWaon Kail va PEioouy Tov apiBué
TWV aoBevuv xwpig didyvwaon n pe AddBog did-
yvwaon. O k. Bolz-Johnson Aéel ¢t ta biktua Ba
«bwaouv TéAog otn diayvwatikn 0dUOoEITy.

Ma noAd ondvia voorpata 6ev UNdpxouv autiv
™ otyun diaBéaipeg Bepaneieg. Qotdoo, aut n
eKNaIBEUTIKNM KOUATOUPA MOU UMNooxovIal va dnpli-
oupynoouv ta EAA Ba ta kataotoe! éva KEvipo
Kavotopiag. Alapop@uwvovtag anid pétpa yia
TNV NITEUEN ANOTEAEOATWY OE GUYKEKPILIEVEG
véooug, Ba avoi€er o dpdpog yia ™ ypnyopdtepn
Tautonoinan Kai UIoBEtnan BEATIOTWY ITPIKWV
1 XEIPOUPYIKWYV NapepBaoswy. «Autd Ba npod-
YEI TG BEATIOTEG MPAKTIKEG KABWCE Ta LEAN Twv
EAA paBaivouv o évag and tov aAo», eGnyei o K.

Aovhevovtag Y agbevelc Tov Thayouy amd omdvia voaote, TobThokes v6aoug kat Tadaels younhol emimolagpot

Johnson. «O1 e161koi Ba pnopouv va poipado-
vial unoBéoeig og npaypatkd Xpévo Péow
EIKOVIKWYV ouvavtnoewv Kai 8a agloAoyolv
anoteléopata eK Twv UOTEPWV Yia va Souv
T Aeitoupyei anoteAeopatkotepa.»

O1 aoBeveic éxouv peyaeg eAnideg ot ta EAA
pnopoUv va aAMagouv npaypatikd m {wnh Toug:
«[Matevoupe 6t xdpn otnv avtalayn epnel-
DIV Kal EEEIBIKEULIEVNG EMITTNHIOVIKNAG YVWONG,
Ba pnopéooupe va KAvoupe KAAUTEPN Xpnaon
NG UNAPXoUOAg yVwaong Kal va dnpioupyn-
OOULIE VEQ, va HoUPE ONUAVTIKEG BEATILOOEIG
ota anoteAéopata g NepiBaAwng yia noAAd
onavia voonpata evidg PEPIKWY ETWV LETA
v idpuon twv EAA» Aéel 0 K. Bolz-Johnson.
«Twpa ApBe n wpa ta EAA va napdyouv
anoteAéouara.»

«Ta EAA Ba buooouv
TEAOC atnv aroovwan
10U avTieTwniCouV ol
KOIVOTNTEG TV OraviwV
voowyV kal Ba kataotroouv
MENIOOOTEPO YWWOTOUG
ToUG €I0IKOUG OTOUG
aoBeveic atnv Eupconn,
avriotoixiovtag 101
YONYOPOTEPA TIC AVAYKEC
TWV a0BevwV LIE TOUC
kataAMnAoucg eibikoUg »
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EAA via KANPOVOUIKEC

HETABOAIKEC Diatapaxég FHL

(MetabERN)

To MetabERN Ba avarmuéer Lia
rAatpdpLia napoxng IatpIKwWV
OULIBOUAWOV O€ rpayLatiko Xpovo
yia kKAivikee diabikaoieg Ayng
arnopdoewv Kai Ba npodyel
bIeBVIKG epeuvnTiKA ripoypduuata
OXETIKA |JE Ta Oravia KAnpovopikd

LetaBoAika voonuara.

Ta ondvia KAnpovopika
petaBoAika voonuara, ota
onoia oupnepAapBavo-
vial navw and 700, pepo-
Vwéva eivar onavia, ala
0€ OUVOAIKO eninebo auxva.
MoAG petaBoAikd vooruata
ENIPEPOUV COBaPES OUVE-
MEIEG OTOUG AoBEVEIC Kal opi-
OLIEVEG POPEC aneNolV TV
avBpwnivn {wn. € autég
TG Nabnoeig oupnepidapBavovtal diatapaxég
OAWV TWV 0pyavwy, Unopolv va rpooBaiouy
dropa kdBe nAikiag kai xpeiadovtal dieniotnpo-
VIK' ouvepyaoia LEta&y MOAwWY enayyeALaTIOV.

H éykaipn didyvwon pnopei va BeAtioel ta
anoteAéopiara, aMd péVo T0 5% Twv YWwotwv
OnAVIWY KANPOVOLIKWY LIETABOAIKWY VOoNHIGTwY
oupnepIAapBdvovtal autiv TN atiyn ota npo-
ypAupaTa rMPOANMTKOU EAEYX0U TWV VEOYVWV
otnv Eupwnn kai undpxer avaykn evappéviong
WV €BVIKWY Npoypappdtwy. Na noAAég and
QUTEG TIG NABACEIG, N YVWON OXETIKA LIE T PUOIKN
TOUG I0TOPIa, N aNOTEAECLIATIKOTNTA KAl N A0Qd-
Aela Twv Bepaneiwy, kaBwg Kal N pakponpod-
Beopn napakoAouBnan ival aVOAOKANPWIEG,

B B

(1’ v
= i’

To MetabERN atdxo éxel va BeAtiwoel TG (ES
TwV atdpwy Nou NpoaBAlovtal and autiv v
MOAU €Tepoyevn opdda vOowv Xwpidovdg TG oe
€M KUPIEG Katnyopieg, Eival To mpwto naveupw-
naikd kar navpetaBoAiko biktuo Tou €idoug Tou.

To biktuo oUYKPOTET €vav KatdAoyo HETABOAKWY
VOONLIATWY, GUYKEVIPWVE! OTOIXEIQ aoBevdv Kal
0pYavVEl MpoypAuaTa Katdptiong, Mpodyel T
OUVEPYATIKN BIAYVWAON VEWVY VOONUATWY Kal KaBi-
€PWVE éva IakporpdBeaIo KEVTPO Naparopnig
(PEPOVTAC OF ENAPN TOUG AoBEVEIC LE €181KOUG,

To MetabERN Ba avarmitel pia nAatgdppia napo-
XNG IQTPIKWV OUPBOUAWY OE Mpaypatikd Xpovo

yia KAVIKEG iadikaaieg AMWng ano@acewy Kal
Ba npodyer diEBVIKA epeuvNTIKA NpoypAUaTa
OXETIKA LIE T 0NAVIa KANPOVOLIKA LETABOAIKA
voonpara. Oa yivera aviaMayn yWWoewv evidg
Tou dIKtUou kal népa autoU eneKTeivovIag TG
OPACEIC TOU G AMEG NMEPIOXEC KAl XWPEG,

LYNTONIZTHZ TOY AIKTYOY

KaBnyntig Maurizio Scarpa

Helios Dr Horst Schmidt Kliniken,
lepuavia




01 onAvieG NOAUCUOTNLIKEC QYYEITKES VOTOI MeEPI-
AapBavouv diatapaxeg nou ennpeadouy GAoUG
TOUG TUMOUG ayyeiwv ToU aiatog, e OUVENEIEG
yia MoAAG OUCTALIATA TOU 0WATog, AUTEG ol Vool
Xpeladoval pia SIEMOTNLIOVIKA MPOCEyyIon 600V
agopd v nepibaiyn.

To VASCERN &i1aBéter mévte opadeg epyaaiag yia
ondvia voonuata: Opdada yia v KAnpovopikni
Aipoppayikn TnAayyelektaoia (HHT-WG), Opdda
yia tig¢ KAnpovopikég MNMabnoeic ©wpakikng
Aoptng (HTAD-WG), Opaba yia tig Meoaiou
MeyéBoug Aptnpieg (ayyeiakd ouvdpopo Ehlers
Danlos) (MSA-WG), Oudbda yia tov MNaidiatpikd
kal MpwtofdBio Kapkivo Tou Aeppadéva
(PPL-WG) kai Opdba yia Tig Ayyelakég AvwpaAie
(VASCA-WG). Mia e181kn opdda epyaciag aoBe-
VWOV ENITPENEI OTOUG EKMPOCWINOUG AoBeVwV
VO OUPILIETEXOUV O€ OAEG TIC OpactnpIdTNTES TOU
EAA. EninAéov, noAAEG Bepiatikég opddeg epya-
ofag cuykpoToUVTal VIA TNV EMIKOIVWVIA, TIG NAE-
KTPOVIKEG UNNPETIEG OTOV TOpIEA TNG UYEiag, yia
1a {hthpata NBIKAG, yia To UNTPWO acBevwy,
KaBWwG Kal yia TV Katdption kai Ty eknaibeuon.

H 6iktwaon, n kovorioinon kai n diadoan e&ei-
BIKEUIEVNG ENICTNPIOVIKAG YWWONG, N MpowBnan

Aovhebovtog i aabeveic Tov mhayovy 0é aTAvIe voauaTe, ToMTAokeg voTovs Ko TaffiaeLs younhot emmolaauob

BEATIOTWV MPAKTIKWY, 0 KATEUBUVTPIES YPaL-
LEG Kal Ta KAIVIKA anoteAéapara, n evouvdapwaon
aoBevwy, Kar n BEATILON TG YWWONG LEaw KAVI-
KNG Kal BAaCIKNG €PEUVAC OUYKATAAEYOVIAl OTOUG
otoxoug tou VASCERN.

EnayyeAuatieg atov topéa g uyeiag nou oup-
petéxouv oto VASCERN Ba npayparonoinaouy
OLINIEG OXETIKA e ToV Topéa €EEIBIKEUONG TOUG
kal Ba biabéaouv oto diadiktuo exnaideuTikd
UAIKO. Ba kaBiepwBouv unotpoieg SidpKeIag
piag eBdopadag nou Ba divouv t duvatdtta oe
poItntég g EE va pdBouv nepioodtepa oxeTika

LIE QUTEG TIG OMAVIEG OPPEG VOOWV, KaI 01 YW~
oeig Ba poipadovial péow Tou BIKTUoU Kal e
TOUG eNayyeAUCTIEC OTOV TOEA TNG UYEIQg Mou
dev ka\Urtovtal ano ta EAA.
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Kataloyoc¢ EAA

Endo-ERN
ERKNet
ERN BOND

ERN CRANIO

ERN EpiCARE

ERN EURACAN
ERN EuroBloodNet
ERN eUROGEN
ERN EURO-NMD
ERN EYE

ERN GENTURIS
ERN GUARD-HEART
ERNICA

ERN ITHACA

ERN LUNG

ERN PaedCan

ERN RARE-LIVER
ERN RECONNET

ERN RITA

ERN-RND

ERN Skin

ERN TRANSPLANT-CHILD
MetabERN

VASCERN

Eupwnadikd Aiktuo Avapopdc yia evOOKPIVIKEG NaBNOEIC
Eupwnaikd Aiktuo Avapopdg via vepponabeleg

Eupwndikd Aiktuo Avapopdc yia aAAOIWCEIC 00TWY

Eupwnadikd Aiktuo Avapopdg yia KpavionpoowrikES avwpaAieg kal dlatapaxég Tou autioy, Tng PUTng N

ToU Aaipou

Eupwnaiké Aiktuo Avapopdg yia enANieg

Eupwnadikd Aiktuo Avapopdg via kapkivoug oe evnAikoug (oupnayeic oykol)
Eupwndikd Aiktuo Avapopdc via algatoAoyIKEC VOGOUG

Eupwnaikd Aiktuo Avapopdg via 0UPOYEVVNTIKEG VOOOUG Kal NaBnoeig
Eupwndikd Aiktuo Avagpopac yia VEUPOUUIKES VOOOUG

Eupwnaiké Aiktuo Avapopdg via nabnoeig Twv patiwy.

Eupwnadikd Aiktuo Avapopdg yia YeVETIKA oUvOPOoLIa Mou EVEXOUV TOV KivOUVO Napaywyng OyKwv

Eupwnaiké Aiktuo Avagpopdc via kapdiondBeleg

Eupwnaikd Aiktuo Avapopdg via KANPOVOUIKEG Kal OUYYEVEIG avwpalieg

Eupwndikd Aiktuo Avapopdc yia ouyyeveic duonAaacieg kal onavia diavontikin avannpia
Eupwnaikd Aiktuo Avagpopdg yia vOooug Tou avanveuoTiKoU cUCTNIATOG

Eupwnadikd Aiktuo Avagpopdg via tov naidiatpiké kapkivo (aipato-oykoAoyia)
Eupwnaiké Aiktuo Avapopdg yia TG NAATIKES VOOOUG

Eupwnaikd Alktuo Avapopdg via Tov OUVOETIKG 10TO Kal TIG [JUOOKEAETIKEG MaBNOEIg

Eupwnaikd Aiktuo Avagopdg yia TV avoooAOYIKN QVENAPKEID, TA AUTOPAEYHOVWEN Kal autodvooa
voonpara

Eupwndikd Aiktuo Avapopac yia VEUPOAOYIKEG NaBNoEIg

Eupwnaiké Aiktuo Avapopdg via diatapaxeg Tou depUatog

Eupwnaikd Aiktuo Avapopdg yia T petapdoxeuon os naidid
Eupwnaiké Aiktuo Avapopdc via KANPOVOUIKEC LETABOAIKES DIATApaxeC

Eupwnaiké Aiktuo Avapopdg via MOAUCUGTNHIKEG QYYEIQKEG VOOOUG



nQx 0A NPOMHOEYTEITE EKAOZEIX THZ EE

Awpedv ekd60oeIg:

€va avtituno:
and to EU Bookshop (http://bookshop.europa.eu)-

nepioodtepa and éva avtituna n aQiosg/xapteg:

ano TG avunpoowneieg tng Eupwnaikng Evwaong(http://ec.europa.eu/represent_el.htm),
ano ta ypageia ekNpoownnang otig ektdg EE xwpeg (http://eeas.europa.eu/delegations/
index_el.htm),

€MNIKOIVWVWVTAG We tnv unnpeaia Apeon Eupwnn (http://europa.eu/europedirect/index_
elhtm) n

kaAwvtag tov apiBué 0080067891011 (bwpedv TNAEPWVIKOG apiBudg and 6An tnv
‘Evwaon) (*).

(*) 01 NAnpo@opieg Napéxovtal bwpedv, kar ol KANGEIG ival YEVIKWG Swpedv (evOéxetal GUwWG KANoIEG KANTEIG
rou NpayHatonoioUvial HEow OPIoHEVWY TNAEMIKOIVWVIAKWY GOpEwv N and tNAePwviKoug Bahdpoug n
gevoboxeia va xpewvovtal).

Ek&60¢I¢ eni nAnpwpn:
- and 1o EU Bookshop (http://bookshop.europa.eu).




Migd ekatopplpio dropua otnv Eupwnn diayryvwaokovtal e
€va anavio véonpua kdbe xpdvo. Kauia xwpa bev pnopel va
avTIUETWIIoE! LoV autnv v npokAnan.

Ta Eupwnaika Aiktua Avagopdc gival eikovikd diktua rnou
OUYKEVIPWVOUYV €161KoUg and oAn tnv EE.

Madi 6a katanoAeuroouv noAunAokeg véooug N anavia
voonuata BeAtwvovrag tn didyvwon kai tnv npdéofaon oe
€161kn Bepaneia.

Mepioodtepa yia ta EAA

http://ec.europa.eu/health/ern/

Electronic version:
ISBN 978-92-79-65489-3
Paper version:

Yrnpeoio EkG6oEWV ISBN 978-92-79-65492-3


https://ec.europa.eu/health/ern/policy_el
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