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Epyaoto ue aoBevels mou mdoyovy amé amévies xou Tolbmhokes v6aoug Xeuhov emimordauol

AneAeuBepwon tou duvapikou Twv
Eupwnaikwyv Aiktuwv Avagopac yia

acBeveic pe onaviegc voooug

Yann Le Cam

AieuBuvovtog XupBoulou tou ouAAdyou aoBevov EURORDIS - Rare Diseases Europe

Ta Eupwnadikd Aiktua Avapopdg (EAA) ano-
TeAoUV €va and ta onpavtikdtepa entedy-
Hata g Kovatntag twv andviwy voowy oty
Eupnn. Exouv anoteAéoel éunveucn yia v
avaknyn naykéopiag 6paong, xapn oty odn-
yia tng EE via tn diacuvopiakh uyeiovouIkn
nepiBaAyn, Tig NpoondBeleg tng Eupwndikng
Enitponng kal Twv Kpatwv peAwy g EE.

Ta 24 EAA nou undpxouv €ni Tou Napovog yia
ondvieg kal NOAUNAOKEG vOooug eival anotéAe-
opla ouvexoug cuvepyaoiag Hetagy ouvnyopwy
TWV aoBevwy, dIEUBUVTIWY TWV KAIVIKWOV Kal
dIAXEIPIOTWYV TWV CUCTNHATWY UYEIOVOUIKNG
nepiBaAwng. Ytadiakd onpeiwvetal npoodog,
kabwcg ta diktua éxouv NAéov diapopPwBei kal
neipapatidoval Pe véoug Tpornoug diacuvopia-
KNG ouvepyaaiac. Ta EAA éxouv ndn katadeiel
TNV 10XU €VOG OIKOOUOTNATOG OUVEPYATIKAG
pAabnong to onoio eotiddel otn dnuioupyia kai
TNV aviaAAayn yvwoewv 6xI Ovo oTo nAaioio
NG KABE €181KNG avd vooo katnyopiag, arAd
0A0 Kal NEPIoaOTEPO PETACU €I0IKOTATWY Kal
KATNyopIwy VOOWV.

Mpénel Twpa va ta evioxUooups, av BéAoupe
va agionoiNcoupE TIG Npaypatikeg duvatdtn-
TEG TOUG Kal va NAyIWoOUKE auti TN véa dopn
ota €Bvikd pag ouotnuata uyeiag. To poviého
Twv EAA Ba npénel va anoteAel enéktaon Twv
€0VIKWY OUCTNPATWY UYEIOVOUIKAG NepIBaA-
WNE Nou Ba Toug eNITPENel va Napéxouy pia
npdoBetn S1GoTacn ePNEIPOYVWoIag UPNANG
eteidikeuong oe 0AdkANpo To biktuo tng EE,
n onoia evioxuel v nepiBaAywn noAAamAwy
€10IKOTATWY Mo NapEXeTal o€ BVIKO eninedo.

Ta EAA kai ta péAn toucg €ival Ikavd va ano-
TeAeoouy KivnThpia duvapn alayng yia tov
LETAOXNUATIONO TWV CUOTNHATWY UYEIOVOUI-
KNG NEPIBaAYNC TwV KPATWV HEAWY. Mnopouv
va NPoopEPOUV AVEU MPONYOULEVOU Npo-
opaon o€ epneipoyvwaia o€ o0AOKANPN v
EE yia tn oupnAnpwon Twv ToniKWY Népwy
kal e€lotnTwy- va evioxUoouv pia kKouAtoupa
OUVEPYaOiag Kal CUPNAapaywyng yYVWoewy-
va QappdoouV MIACTIKA Kal va KAIJAKWoouv
NV unglBuvn kal He0VIOAOYIKA Xpon Twv
WNQIAKWY TEXVOAQYIWV UYEiag yia tv eni-
TeEUEN OTOXWV ONPIGOIAG UVEIAG: Kal vVa OUYKeE-
pdoouv €peuva kal nepiBaAywn nou Baaidovtal
oe dedopéva aobevwv. Ta EAA avoiyouv To
dpdpo yia pia Kavotdpo, OAIOTIKA Kal 0A0-
KANPWLEVN MPOCEYYION OTNV 1ATPIKA KAl KOI-
VWVIKN NepiBaiwn.

EURORDIS

RARE DISEASES EUROPE



Ta EAA pnopouv va oupBdAouy otnv dpon Twy
eunodiwv yia ta dropa nou {ouv e pia ondvia
VOO0 Kal Va ToUG ENITPEPOUV Va EXOUV MPd-
ofaon o€ e€alpeTiKA eCEIBIKEUEVEG UNNPEDIEC
uyeiag, ol onoieg pe T og1pd Toug Ba oupPa-
Aouv otnv eniteugn KaBoAIKNG UYEIOVOUIKAG
KAAuYNG, oTNV €NICNEUON TWVY dIayVWOEWY
Kal oTnv NPooeopd Twv KaAUTEpwWY duva-
TWV eMAoywv Bepaneiag Npog Toug acBeveic,

Xpeldotnke pia dekaetia yia va avantuxBei
n 16¢a ¢ dlacuvopiakng cuvepyaaoiag otov
TOPEQ TNG UYEIOVOUIKNG MepIBaAwng doov
apopd TG NOAUNAOKEG Kal onAvieg voooug,
ye Baon ta EAA, kai yia va kataAiger n 16€a
aut otn vopoBeaia tng EE. Qotdao, ta diktua
nAéov avantiooovtal o€ éva Taxéwg eCeAIo-
o6pevo NoAITKé nepiBdAov. Mpdyuat, NAgéov
n anaitnon kai n embupia yia NepiocdTtePo
€UPWNAIKO QUVTOVIOUO OTOV Topéa TG Uyeiag
autavovtal kal Bpiokovtal oTo enikevipo TG
npdtaonc ¢ Entponng yia v oikodopnan
uiag Eupwndikng Evwong Yyeiag. To endpevo
otadio avantugng twv diktUwy Ba npénel
va eival n afjonoinon autng g KIivntpiag
duvapng pe okond v eniteugn KaAUTEPWV
AnNOTEAECATWV YIa TOUG aaBeveig Kal peyaiu-
TEPNG HIACUVOPIAKNG CUVEPYATIAG OTOV TOpéA
TNG UYEIOVOUIKAG NepiBaAyng, kabwg kal n
kaBodnynon and éva dpapa yia éva wpipo
ouotnpa EAA 1o 2030, 1o onoio dev apnvel
kavéva dropo pe onavia acBéveia va (el pe
aBeBaidtnta déoov apopd T didyvwan, v
nepiBaAyn kal n Bepaneia Tou.

Yann Le Cam
AieuBuvovrog ZupBoulou tou cuAAdyou

aoBevdv EURORDIS - Rare Diseases Europe
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KdBe vdoog nou npoaBdAAer Aiyotepoug and névie aroug 10 000 avBpwnoug atnv EE

Bewpeitar ondvia. Mepinou 5 000 pe 8 000 ondvieg vdooi ennpeddouv tnv Kabnuepivn {wn
27-36 ekatoppupiwv avBpwnwy otnv EE. Na napdbeiyua, Ldvo gtov topea tng oykoAoyiag
undpxouv axebdv 300 biapopetikol TUnol andviwv HopPwV Kapkivou Kai kaBe xpdvo ndvw

ano Hiod ekatoppupio dvBpwnroi otnv Eupwnn bdiayiyvwaokovrai e €vav and autoug.

MoAoi and éooug NpoaBaAiovtal and onavieg
" NoAUNAokeg voooug bev éxouv npdoPBacn
o€ didyvwon kal Bepaneia uPnAng noidtnTag.
Mnopei va undpxer EAMEIPN epneipoyvwaiag
Kal e€eIdIKeUPEVNG YVWONG eNeldn o apiBPdg
Twv aoBevwv eival xapnAog.

H EE kai o1 €BvIkéG KuBepvNoeig deopelio-
vial va BEATIOooUY TNV avayvwpion Kal
Bepaneia autwy Twv onaviwy Kai NoAUnAo-
Kwv Nabnoewy evioxuoviag tn cuvepyaoia
Kal ToV OUVTOVIOHO O€ eupwnaikod eninedo,
kail unootnpidovtag ta €Bvika axédia yia Tig
onAvieg VOOOUG.

H obnyia tou 2011 oxetkd e ta dikaiwpata
Twv aoBevwv oTo NAaiolo TG HIacUVopPIaKAG
UYEIOVOLIKNG NEPIBaAWNG OxI ovo eNTpénel
oe aoBeveig va anodnuicvovtal yia Bepa-
neia o GAAO Kpdrtog péAog, ala kabiotd eni-
ong nio eUKoAN TNV Npdaofacn twv acBevwyv
o€ NANPOPOPIEG OXETIKA IE TNV UYEIOVOUIKN
nepiBaAwn kal ouvenwe au§avel TIC ENIAOYES
Bepaneiag. H obnyia éyive vopog ata kpdn
LEAN NG EE 10 2013 Kal €Be0e TG BAoEIg yia
dlaouvopiakn cuvepyaoia oe Topei¢ Gnwg ol
ondvieg voool kal ta EAA 1 ol NAEKTPOVIKEC
UNNPEaieg oTov Topéa g uyeiag (eHealth).

Y€ autd To NAiolo Kal e TNV unoatpién tou
npoypdppatog uyeiag g EE (kar, anod to 2021,
tou EU4Health), to 2017 &ekivnoav Tig dpa-
OTNPIGTNTEG TOUG Ta Npwtd 24 Eupwndikd
Aiktua Avapopdg nou nepidapBavouy oxe-
ddv 900 povadeg uyelovopIkng nepiBaiyng
UWnANG e€e1dikeuonc. ‘EkTote, XIAIAOEC aoBe-
VEIG e ondvieg N MOAUNAOKEG voooug éhapav
BonBeia péow Tou Npoypduatog kal onueEpa
1a EAA éxouv avantuxBei kar nepihapBavouy
nepioodtepeg and 1 400 povadeg uyelovopi-
KNG NepiBaAyng and nepioodtepa and 400
VOOOKOEla kal ota 27 kpdatn péAn tng EE
kai T NopBnyia.

5000-8000

IMANIEXZ NOZOI, ZYMNEPIAAMBANOMENQN
IMANIQON MOP®QON KAPKINOY, MPOXBAAAOYN

EKATOMMYPIA ATOMA ITHN EE
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Epyaoto pe aoBevels mou mdayovy amé amévies xou Toldmhokes v6a0ug Xeuhov emimordauod

Ti €ival Ta eupwnaika
OiKTtua avagpopdac;

Ta Eupwnaika Aiktua Avapopdg (EAA) ivar eikovika biktua rnou ouvbéouv napoxoug
UYeIovouIKNG nepiBaAyng, enayyeAuatieg tou touea tng vyeiag kar acBeveic oe oAdkAnpn tnv EE
kai tn NopBnyia. Ztoxevouv atnv avuuetwnan noAunAokwv n anaviwv voowv Kai nabnoswv
rnou anaitouv Bepaneia uwnAng e€eibikeuong Kalr CUYKEVIPWON YVWOEWVY Kail MOPwWV.

Kapia xwpa dev €xel TIG YWOEIG Kal TNV IKavo-
TNTA va AvIPETWNIOE! POVN TNG OAEC TIC ONAVIEG
Kal xapnAoU eninoAaapioy MoAUNAOKES VOooUG.
Ta EAA npoapépouy t duvardtnta oe aobeveig
Kar yiatpoug o€ oAOkAnpn v EE va éxouv npo-
ofBaon o€ BEATIOTN epneIpoyvwaia Kal éykaipn
avtalayn yYVWaogwV rMou Hnopouv va 0waouy
{Weg xwpig va xpelddetal va tagdbéwouy oe GAN
xwpa. Ta diktua dieukoAUvouv T yvwatonoinon
TWV NAéoV NPAOPATWY YWWOEWV Kal ELMNEINILIV
OXETIKA JIE TIG ONAVIEC VOOOUC NOU UNApXouV
otnv EE og voookopeia mou eival peAn toug,
EPEUVNTECG Kal oAdEG aoBevwv.

Ma va agloAoynBei n didyvwaon kai n Bepaneia
€vVOC a0Bevn, 01 CUVTOVIOTEC Twv EAA ouyka-
AOUV «EIKOVIKEG» OUHBOUAEUTIKEG OPIADES IaTpWV
dlapdpwV €16IKOTATWY, XPNGILIOMOIWVTAS LIa
€181KN NAEKTPOVIKN NAaTPOpa — To ouotnpa
diaxeipiong twv KAivikwy dedopevwv Twv acBe-
vy (Clinical Patient Management System
- CPMS). 210 nAaioio tou CPMS bie€dyovtal
OUQNTACEIG MOU EMITPENOUY GTOUG NAPAX0UG
UYEIOVOUIKNG nepiBaAwng and 6An tnv EE va
ouvepyaotouv diadIKTuakda NPoKEIPEvoU va
oudnthoouy, va diayvwaoouy Kal va Bepaney-
oouv aoBeVeig e onavieg, xapnAoU emnoAa-
opoU Kal NoAUNAoKeS voooug. Eniong, ta EAA
ouvtovi{ouv Kal BIEUKOAUVOUV EKNAIDEUTIKES
dpaotnpIGTNTES kal paCTNPIGTNTES KATAPTIONG,
avantuooouy KateUBUVTAPIES YPAULES KAIVI-
KNG MPAKTIKAG Kal AAa epyaAgia unoathpIgng
KAIVIKQV ano@acewy, cuvepyddovial yia

dnpioupyia kar  61Gdoon yvwoewv Péow
dpacTNPIOTATWY EMIKOIVWVIAG Kal anoteAouv
KEVTPIKA ONPEia yia TNV €peuva Kal TV Kaivo-
Topia oTov Topéa TWVY ONAvIwY Kal XapnAou
eninoAaopioy NoAUNAOKwWY vOowv. EmnAgov,
1a EAA oupnAnpvouy ta pntpwa g EE pe
debopéva upnAng noidtntag and aoBeveig pe
ondvieg voooug, dnNpIoupywvtag pia pHovadikn
nnyn dedopiévwy nou eival eGaipeTika NoAU-
TILN yia TNV NpowBnon g épeuvag Kal tnv
avantugn g endpevng yevidg Bepaneiwiv yia
onNAvIES kal MOAUNAOKES VOOOUG.

Ta npwta EAA §ekivnoav va Agitoupyolv
Tov Mdptio tou 2017. Eni Tou napévtog
undapxouv 24 EAA nou nepiAappavouv
nepioodtepeg and 1 400 povadeg uyeio-
VOMIKAG NePiBaAyng uwnAng e€eidikeuong
oe nepioogdtepa and 400 voookopeia ae
OAa ta kpatn péAn tng EE kai tn Nopfnyia.
Epyddovtal ndvw oe éva eUpog Bepatikwy
TOpEWY, and ondvieg AAOIWCEIC TWV 00TWY
Kal naidbiatpIkoUg KapKivoug €wg OnAvieg ayyel-
aKég Nabnaeig, Npog BeeAog XIAIGbwyY aoBeviv
¢ EE nou ndoxouv and pia ondvia n noAu-
nAokn nanaon.

H npwtoBoulia twv EAA AdapBdver othpiEn
ano d1apopa xpnEatodoTKA NPoyPAULATA TG
EE, oupnepidapBavopévou tou npoypdupa-
10¢ EU4Health, Tou pnxaviopou «Zuvdéoviag
v Eupwnns kai Tou npoypdppatog «Opidwv
Eupwnn.

]
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Ta kpdatn péANn tng EE kaBobnyouv t diadi-
kaoia Twv EAA: eival uneUBuva yia v ava-
YVWPIoN KEVIPWY o€ €BVIKG eninedo kal tnv
€YKPIoN TwV aitnoewy. To ouppouAio Twy
KpAtwyv PEAWV (BoMS) eival uneuBuvo yia
NV avantuén g otpatnyikng tng EE yia ta
EAA kai Tnv éykpion TG dnpioupyiag dIKTUwy
Kal TNG €VTagNg VEWY HEAWV.

01 ouvToVIoTEG TwV 24 EAA ouvepyadovtal
010 NAQiolo TG OPAdAG CUVTOVIOTWV TWV
EAA (ERN-CG), n onoia ouotdBnke to 2017.
AuTh n otpatnyikn opdda BEter pia koivi Baon
000V apopd dIAPOPES KUPIEG TEXVIKES Kal opya-
VWTIKEG MTUXEC TwV EAA. H opada ouvtoviotwv
1wV EAA Kal To UPBOUAIO TWV KPATWY HEAWY
ouvepyadovial oTeva Le HIApopeg opAdeg epya-
oiag —petaly AMwv doov apopd t dnpioup-
via yWWOoEwV: TV EVOWPATWoN ata €0vIKa
ouOTAUATA UYEiag Ty napakoAouBnan: vopikd
hthpata kar gnthpata deovioAoyiag, kabuwg kai
OUPBOUAEC NANPOMOPIKAG —OI OMoieC avape-
POUV TIG MPOTATEIG TOUG OTNV OpAda CUVTOVI=
OTWV TwV EAA kai oto oupBoUAI0 TWV KPATWY
HEAQV yIa TeAIKA oughTNon Kal Ayn anopacng.



Epyacto ue acbevelc mov mhayovy amd omdvies ke moAbThokeg vogoug younhod emimolaopod
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EAA via diatapax€g ootwy
(ERN BOND)

O1 andvieg voool twv ootwv nepiAauBdvouv diatapaxég tou oxnuAatiopuoU TwV 00TwWVY, TS 00TIKAG
KATAOKEUNG, avakataokeUung Kal apaipeonc, kabwg kar opdAuara otg kavoviatikeg peboboug autwv
Twv biabikaaiwv. MNMpokaAouv xaunAd avaotnua, dbuaniaacia twv ootwWV, 060VTIKEG avwaAieg,
rnovougs, Katdyuata Kal avannpia, evw [nopouv va ennpedoouy apvntikd T VEUPOUUIKN Agitoupyia

Kai tnv aiponoinaon.

To ERN BOND ouUYKeVIpwVEl OAEG TIG onA-
VIEG VOOOUG TWV 00TWV —OUYYEVEIG, XPOVIEG
Kal YEVETIKAG NPOEAEUONG— Mou enNnpealouv
TOUG X6vOPOUG, Ta 0otd Kal tnv odovtivn. Eni
TOoU Napévtog, 1o biKTtuo €0TIAdEl OTNV ateAn
ooteoyévean (Ol), otn X-@uAocUvbetn uno-
pwaogatalpikn paxitda (XLH) kai otnv axov-
dponAacia (ACH) wg unobdeiypara, pe Bdon tov
€MINOAQOUO TNG vOaou, TN duakoAia Sidyvw-
oNg Kal dlaxeipiong kai TG VEEG avaduOeveS
Bepaneieg. Zto peMov, kaBwg kabiepwvovtal
ouOTNUATIKEG Npoaeyyioelg, 1o ERN BOND Ba
MPOXWPNCEI OE NI0 ONAVIEG VOGOUG,.

Aoulelovtag pe Toug aoBeveic, to ERN BOND
avantyooel Pétpa e Bdaon ta anoteAéopara
Kal TIG EPNEIPIEC MOU avapéPouy ol aoBeVeig,
KaBwe eniong Kar KateuBuVTNPIEG YPAULIES LE
okond tnv avantuén kai tn diaboon BéAtIoTWY
npaktikwy. KaBwg avantuooovtal véeg Bepa-
nefeg, To diktuo otoxelel atnv e€aopaiion
Apeong NpdoPacng oe PEAETEG via NACX0-
VIEG aoBeveic.

To ERN BOND kaBiotd duvath v avantuén
BeCI0TNTWY LEOW NAEKTPOVIKWY UNNPETIWY
OTOV TOPE€a TNG UYEIag Kal MAQT(POpUWY
TNAEIATPIKAG, NAPAMNAC HE ENAYYEALATIKEG
ENICKEWEIG, MPOYPAULIATA KATApTIoNg Kal dpa-
otnpidtnTeg 61adoong. To dikTUo €xel WG OTOX0
va peiwBeil 0 xpdvog didyvwaong péow Alyote-
PWV aKatdMnAwvV eEeTACEWY, aKPIBECTEPWV
dlayvwoewy Kal VEwv BIoIPwY Bepaneiwv.

ZYNTONIZTHZ AIKTYOY

Ap Luca Sangiorgi
Rizzoli Orthopaedic Institute,
MnioAdvia, ltaAia
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EAA yia KpavionpoownikeS avuwpalieg
Kal wWTtopIVOAQPUYYOAOVYIKEC dIaTapaxec
(ERN CRANIO)

To ERN CRANIO eotid{el o anavieg Kal NOAUNAOKEG KpavionpoowrnikeG avwalieg kai
wrtopivoAapuyyoloyikég diatapaxég (QPA). Autég o1 nabnoeigc kaAuntouv duonAaoieg tou
EYKEQAAoU, TOU Kpaviou Kal Tou rnpoowrou, auunepiAapBavouévwy ibikwv diatapaxwyv
0nw¢ KpavioouvodTEwWAr Kal KpavionpoowriKy UIKPOOwIa, OXIOTIEG XEIAOUG Kal unepwacg,
otoparoobovtikeg avwpalieg kai QPA biatapaxéc.

To diktuo Asitoupyel o€ dIAPOPOUC TOLEIC
epyaciag, oupnepiAapBavopévng tng dia-
doong, TG agloAdynang, Twv NAEKTPOVIKWY
UNNPEDIWV OTOV TOWEA TNG UYEIag, TG Katdp-
TIONG Kal TN eknaibeuong, TG NoIGTNTAg tg
nepiBaAyng, Ing avantuéng UNTPWouU Kai TG
LETPNONG ANOTEAEOUATWV.

Y1toxo¢ Tou ERN CRANIO eival n ouykévipwaon
ELNEINOYVWOIAG, YWWOEWY Kal NopwV €10IKA
yia kGBe vdoo, and 6An v EE / tov EOX, pe
oKond TNV enfteuén otdXwv OToV TopEa TNG
uyeiag ol onoior dlagopeTikd UNopei va pnv
eivar duvatdv va eniteuxBouv o€ pia pévo
xwpa. TEtolol oTdX0l OToV TOHEA TNG UyEiag
eivar n avdntugn kAivikwy deglotitwy, n augn-
pévn npdopaon twv acBevwv o€ eCEIBIKEULIEVN
nepiBaAyn uYPnANG noldTnTag kai n diabeon
BeAtuwpévwy Kar €101IKwY yia ™ didayvwon
NANPOPOPIWY GTOUG ENAYYEALATIEC TOU TOpiéa
NG Uyeiag, otoug aoBeVveiC kal OTIC OIKOYEVEIES
Kal TOUG (PPOVTIOTEG TOUG,

Me autdv tov tpdno, To ERN CRANIO €midi-
(KEI ENIONG va PEIWCOE! TIG aVIOOTNTEG OTOV
TOWEQ TNG UYEIQG, TUNOMOIWVTAG MPAKTIKES Kal

KaBnyntpia 6p Irene Mathijssen
ENITPENOVTAC OTOUG MAPGXOUC UYEIOVOUIKAG . Erasmus University Medical Center,

nepiBaAyng, otoug aoBeVeig, OTIC OIKOYEVEIES Pétepviay, Kdtw XWpec
Kal ToUG (pPOVTIOTEG TOUG va €xouv nNpoaoBacn '

o€ nNepiBaAyn uPNANG NoldTNTac, NANPOPOpPIEg
Kal ndépoug o€ OAn v Eupwnn.




Epyaoto ue aoBevei mou maaoyovy amé amévies xou ol mhokes v5aoug xeunhov emimordauod

[MpootiBepevn atia yia

aoBeveic kal enayyeApatieg
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la toug aoBeveic e ondvieg kar MoAUNAOKeS voooug Unopei va nepdoouv Xpovia Xwpic
oaen 61dyvwaon Kail auto Unopel va anoteAEael Lia eUneipia nou rnpokaAei avaotdtwaon Kai
anoyonteuon otoug acBeVveiS, TIG OIKOYEVEIEC TOUG Kal TOUG PPOVTIOTEG TouG. [MoAAd and ta
dropa rou {ouv pe auteg g nabnaoeig eivar naibid pe avantuélakég diatapaxeg, ta onoia
LIETaKIvVoUVIal EVIOG TOU OUCTAMATOC UYEIQS Kal EVIOTE eniokéntovial noAAoug €161koug katd tn
bidpkeia tn¢ naibikng toug nAikiag, avadntwvrag ia didyvwan.

Ta EAA BeAtichvouy Tnv euaioBntonoinon tou
KoIVoU Kal TwV enayyeApatiwy 6oov apopd Tig
onAvieg vOooUG Kal TIG NOAUNAOKES EKPAVOEIG
aoBevelwy, au§avovtag Ty niBavotnta éykaipng
Kal akpiBoug didyvwong KaBwg kal anoteAe-
opatikng Bepaneiag énou autn eival diaBéaipn.

Ta biktua anoteAoUyv pia NAATeOpHa yia my
avantuén kateuBuvTNPIWY YPapLIWY, TNV Katap-
TION Kal TNV avialayn yvwaoewv. Ta EAA pno-
POUV va BIEUKOAUVOUV LIEYANEG KAIVIKEG LIEAETEG
E oKond TNV KAAUTEPN KATtavonon Twv VOowv
Kal TV avantugn VEwv Qappdkwy e T OUYKE-
VIPWON €vVOG peyaiou apiBuol dedopévwy
and aoBevelc.

0 BaBudg CUPETOXNG TwWY AoBeVWV MOIKIAAE
and diktuo og diktuo, aAd 6Aa ta EAA dia-
opaAidouv 0TI 01 EKNPOCWOI TwV acBevwy
OUHIETEXOUY, Yia NapAadelypa, atny avantugn
KateuBUVTAPIWY YPAUHWY KAIVIKAG NPAKTIKAG,
KAIVIKQV OOKIPWV Kal eBddwv nepiBaAync.

Ma toug e€e1bikeupévoug enayyeApatieg otov
Topéa NG Uyeiag, ta EAA anoteholv eukaipia
diktUwaong pe opoidedteg €16ikoUg and dAn
v EE / tov EOX, oupBdéMovtag otn peiwon
TNG ENAYYEALATIKNG AnopAVwWaong Nou avTipe-
Twnidouv noAAoi €ibikof o€ ondvieg véooug. To
ouotnpa tTwv EAA Baciletal otnv Kaivotopia

OTNV NAPOXN UYEIOVOUIKNG NMEPIBaAWNG, oup-
BaMovtag otnv avantugn VEwy LOVIEAWY (Gpo-
vIibag kar otnv alAayn Tou TpOnou Napoxng
Twv Bepaneiwy, péow AUoEWY Kal Epyaieiwv
NAEKTPOVIKWY UNNPECIWV UYEIAS Kal MpwTo-
MopIaKWYV 1aTPIKWVY AUCEWV Kal GUOKEUWY. Ta
EAA anotehoUv ekkoAantpia yid TV avantugn
PNPIAKWY UNNPECIWV Kal TNV Napoxn €IKoVI-
KNG UYEIOVOUIKNG NEPIBaAPNG Kal TNAEIATPIKAG.

Ta EAA oupBdMoUY 0TNV TOVWON TWV 0IKOVO-
KV kAipakag kal diacgaiidouy anoteAeapari-
KOTEPN XPNON TWV NOPWY, e BETIKES ENNMTWOEIG
0TN BIWOIPATNTA TWV EBVIKWY CUTNHATWY
UYEIOVOUIKNAG NepiBaAyng. Ta diktua anoteAouv
ant andédeign via 1o T YNopEl va eNITUXEl N
aMnleyyun otnv Eupnn.
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EAA via evOOKpIVIKEC NABNOEIC

(Endo-ERN)

O1 andvieg evbokpIvVIKEG nabnoeig nepiAauBavouv tnv unepBoAikn, eAdxiotn 1 N euUaIoAoyIKA
opLiovikr 6paatnpidtnta, TV opUoVIKN avtiotaan, tnv avdniuén OyKwv o€ VOOKpPIVIKG dpyava
KaBw¢ Kal TI¢ voooug rou ennpeddouv 1o eVOOKPIVIKO auatnua. H ermbnpioAoyikn katavopn
rnoikiAer ae peydAo Babuo- and e€aipetikd ondvieg kai onavieg nabnoeig uexpl nabroeig xaunAou
ernoAaouou. O1 acbBeveig pe diatapaxn xaunAou ermnoAaouou pnopei va xpeialovral e€aipeTiKa
e€eibikeupevn nepiBaAyn n onoia napexetar anod diermatnuoviki opada und v kaBobrynaon

evO0OKpIVoAdyovu.

To GIKTUO €xel KaBIEpWOE! OKTW KUPIES Bepa-
TIKEG OIABEC MOU KAAUMTOUV TO NANPES pAoa
OUYYEVWV Kal eNiKTNtwy nabnoswv. Mpdkeital
via TG €ENC: diatapaxég emveppidiwy, diata-
paxég TG oploidotaong acPeatiou kal pwopd-
pou, diatapaxég avantugng kal wpiuavong
YEVVNTIKWY 0pYAVWY, YEVETIKEC DIATapaxES
NG oploidataong YAUKOZNG Kal IVOOUAIvNg,
YEVETIKA 0UvOpopa evOOKPIVWV OYKWY, ava-
NTUEIakES Siatapaxeg kal yevetkda ouvdpopa
naxuoapkiag, naBnaoeig tou unoBaidpou Kai
NG UNOPUONG kal diatapaxég Tou Bupeoeldn.

LZYNTONIZTHZ AIKTYOY

Ka@nyntng Alberto M. Pereira

Amsterdam University Medical Center,

Auotepvray, Kdtw Xwpeg

To Endo-ERN e€akoAouBei va aglonoiei 1o
€pY0 MOAAWYV NPoUnapxdviwy eupwndi-
Kwv diIKTUwv, oupnepiAappavopévwy Twv
BIKTUWV Mou €xouv dnpioupynBel péow g
Eupwnaikng EvbokpivoAayikng Etaipeiag (ESE)
kal g Eupwnaikng Etaipeiag MNaidiatpikng
EvbokpivoAoyiac (ESPE), kaBwc¢ Karl ekeivwv
nou éxouv avantuxBei péow dpdoewy NG
EUPWNAIKAG CUVEPYAGIG OTOV TOUEQ TNG ENi-
OTARING Kail TG texvoAoyiag (COST).

Mpokelpévou va napéxel BeAtiwpéva diayvw-
oTIkd Npaotuna, Bepaneie, noidtnta nepiBaiyng
Kal LETpNaIpa anoteAéopiata yia aoBeveig pe
onavieg evbokpIvikéG nabnaelg, To Endo-ERN
BIEUKOAUVEI TN dieMIoTNPIOVIKA Kal dlacuvo-
pIaKN ouvepyaoia 6oov apopd TN oUVBEeTn
nepiBaAyn, TNV €peuva kal v eknaibeuaon,
diaopaifoviag napdAAnAa ot ol acBeveic
gloakovovtal.
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EAA via onavieg kal mMoAUNAOKEC
eniAnyiec (EpiCARE)

TouAdxiatov €€l ekatoupdpia droua otnv Eupwnn ndoxouv and srmAnyia. Napaboaiaka,

avupetwnidetal wg pepovwpevn acbéveia, aAAd, napoAo nou o1 NpwTeg KAIVIKEG EKONAWOEIS LIE TN
Hopen EMANMTIKWVY Kpioewv Hnopei va poiddouv, ol emANWIES Lnopei va npogpxovral ano eydAo

apiBuo biapopetikwv veupoAoyikwyv artioAoyiwv. O1 eniAoyeg Bepaneiag, ta anoteAéouata kai n
ouVvoAIK Npdyvwaon e€aptwvial ano TG aitioAOYiEG MoU GUVIPEXOUV, VW N Eykaipn didyvwarn,
onorte eival buvardv, biabpapatiler onpaviiko poAo.

‘Otav cuvtayoypagouvtal e evoedeIyUEVO
TPOMo, Ta Napadoaoiakd avtienANATKA Gpap-
paka BonBouv oxeddv To 70 % Twv Naoxéviwy
va anaAAayouv and tg eNIANMTIKEG KPIoEIg
—OUWC YIa Toug aagbeveic nou naaxouv and
avBekTIKn eNIANWIa, N KAIVIKA NpoonTIkA €ival
kakn. O1 onavieg kal NoAUNAOKES emANYIeS
anaitoVv apxng dIEMNIOTNHOVIKA AVTILETWION.
Anartouvtar kabiepwpiéveg péBodol nepiBaAwng
Kal otevh ouvepyaoia pe kaha diapBpwpéva
€Bvikd biktua yia v nepiBaAyn g emAnyiac,

O1 1atpIkég opdadeg tou ERN EpiCARE epyd-
Covtal pe okond T BeAtiwan kal v augnon
Twv dlayvwaoewy 600V agopd ta aftia twy
OnAviwy ENANYIWV- TNV EVIOXUON TOU €yKaipou
npoadiopiopol Twv acBevwyv pe Bepaneu-
olpa ondvia aitia: v atgnon g NpdaBacng
oe €€e1dIkeupévn nepiBaAyn: TNV Nepatépw
avantugn kal tov oxediaopd KavoToHwyY KAI-
VIKWV OOKIHWY yia véa avuenAnntika gpap-
paka peow g Eupwnaikng Xuvepyaoiag yia
Aokipég EmAnwiag (ECET)- tnv napoxn nAn-
poug NPdoPaang otnv €yKaipn NPOXEIPOUPYIKN
aloAGynan kai XeIpoupyIkn enéppacn yia m
Bepaneia ng emAnyiag, kKaBwg Kal ™ xpnan
auTWV- Kal TNV NpowBnan tng épeuvag oxe-
TIKA PE Kalvotopa diayvwoTikd epyaleia kai
armwbelg Bepaneiec.

KdaBe prva 1o diktuo dlopyavwvel NOAAES
(POPEC ouvedpieg oUZNTNONG NEPIOTATIKWV
aoBevwV LE TN OUPETOXN ELNEIDOYVWLO-
vwV TG EE 0TOUG TOUEIG TNG YEVETIKAG, TNG
VEUpOWUXoAoyiag, TG Siaxeipiong Gpappdkwy
Kal TG NPOXEIpoUpYIKNG agloAdynong. To ERN
EpiCARE éxel bpopoAoynoel noAudpiBueg dpa-
OTNPIOTNTEG dNPIoUPYIag YVWOEWY, OUUNEPI-
AapBavopévwy d1adpacTiKwy eKNaIBEUTIKWY
dladIKTUaKwWY CepIVapiwy Kal EVNPEPWOEWY
OXETIKA HE TIG KATEUBUVTNPIEG 0BNYiEG KAIVIKAG
NPakTkAG. To diktuo cuvepydadetal e AAa EAA
Kal NpwTtoPBouAieg Nou xpnpatodotouvtal and
v EE, énwg 10 KoIvd eupwndikd npdypappa
yia tig onavieg voooug (EJP RD), to SOLVE-RD-
10 ERICA Kal o1 eykdapoleg opadeg epyaoiag yia
TIG VEUPOAOYIKEG diatapaxég mou apopouv
Kupiwg T0 ERN-RND kar to ERN EURO-NMD.

O

E€apxng, to biktuo ouvepyAoTNKe OTeEVA LE
6A\0UG TOUG OXETIKOUG EMIOTNHOVIKOUG (POPEIG
onwg n AieBvng Evwong katd tng EmAnyiag
(ILAE), n Eupwnaikn Etaipeia Maidiatpikng
NeupoAoyiag (EPNS) kai n Eupwndikn Akabnpia
NeupoAoyiag (EAN). Mpokeipévou va aughoel
v evaioBntonoinan éoov apopd TIG BEATIOTEG
NPAKTIKES Kal TIC peBodoug nepiBaiyng, To ERN
EpiCARE ouvepyadetal pe ouvnydpoug acBe-
VWV and Ti¢ EUpwNaikég opadeg unoatnpIENg
aoBevwv (ePAGs) yia va dnpioupynael, yia
napdadelypa, EVNUEPWTIKA GUAAALIa OXETIKA
E TIG oNAVIEG EMANYIES Kal KAIVIKEG DOKILIES
L€ enikevtpo Tov aoBevn.

LYNTONIZTHZ AIKTYOY

KaBnyntig AAéEng ApQipavoyAou

Hospices Civils de Lyon (HCL),
laAAia
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[Mw¢ eykpivovtal ta EAA

Ta kpdtn pEAN NG EE €xouv nyetiko pdAo atov oxebiaoud kai atnv avdntuén twv Eupwnaikwv
Aiktuwv Avapopdg. lla va yivouv enionua EAA, ta pueAn tou bdiktuou avianokpivovial o
npdokAnan g Eupwnaikng Enmponng kai otn ouvexeia évag aveédptntog popéag a&ioAdynong
a&loAoyei tnv aftnon toug Kai ouvtdooel €kBean. Katdniv toutou, To oupBoUAIo TwV Kpatwyv
LeAWV anogaailel av Ba eykpivel N Oxi tnv aitnon yia ta EAA.

To oupBoUAID TwWVY Kpatwy HEAWY nepIAapBd-
VEI EKNPOCWNOUS and OAa ta KpAtn AN g
EE kai tn NopBnyia kai diadpapatiler evepyd
pOAo oTNV avantuén NG oTpatnyikng yia ta
EAA. To oupBoUAio ouvexiel va napakoAou-
Bei ta péAn Twv EAA, afloAoyel Toug aItouvieg
nou eniBupiolv va evtaxBouv oTa ugioTapeva
biktua kar eykpivel Tuxdv peAlovikd diktua.
And v NpdokANGN UNoBoANG AITNOEWY TOU
2019 npoékuyav neplaadtepol and 600 eni-
NA€0vV NAPOXOI UYEIOVOUIKAG NEpIBaAyng and
20 kpdtn péAn e EE kai T NoppBnyia ot onofol
éyivav dektol wg péAN Twv EAA 10 2022.

18 Geikteg TV EAA €xouv eykpiBei ano to
OULBOUAIO TWV KPATWV HEAWY Kal UnoBdai-
Aovtar ano ta EAA og taktikn Baon. Mapéxouv
otaBepn kal ouvexn NapakoAouBnaon yia
HETPNON TWV BEATILOOEWY OTNV NOIGTNTA KAl
Ta anoteAéoparta, evw enionpaivouy Tig eni-
TUXIEC Kal TI miBavég nayideg.

01 XWPEG NMou dev eKNPOCWNOUVTAI OE EVKE-
Kplpévo EAA nopoUv va CUULETEXOUV LECW
napoxwy UYEIOVOUIKAG MepiBaAyng nou opi-
Covtal and To oIkeio KPATOG HEAOG EiTE WG
«OUVOEOEVO» EITE WG «aUVEPYAlOPEVa» EOVIKA
kévtpa. Autoi ol ouvdedepévol eTaipol €xouv
npdofacn o€ KateuBuVTNPIEG YPAUES 0pBNG
NPAKTIKAG 600V apopd tn didyvwan, Ty nepi-
BaAyn kai n Bepaneia kar CUPUETEXOUV O
EPEUVNTIKEG OPATTNPIOTNTEC.

Ta EAA npénel va
nAnpouyv opiouéva
Baoikd kpitnpia:

> Epgpacn atov acBevn kal Anyn
anoPAacewy anod 1atpiko NPOowWIKO

> TouAdxiotov
10 LIEAI‘I O€ TOUAGXIOTOV
8 xwpeg

> |oxupn, ave€aptntn afloAdynon

> EKNAAPWON Twv KPItNpiwy
BIKTUoU Kal HEAWV

> [Migtonoinon kai £ykpion and
€OVIKEG apXeEg.
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EAA via vepponaBeieg

(ERKNet)

O1 andvieg kai noAuniokeg veppondBeisg nepiAauBdvouv €va eupu pAoLa OUYYEVWYV, KANPOVOLIKWY

Epyacto ue agbevelc mov Thoyovy amb omdvies ke molmhokeg véaovg younhol emimolaapod

Kai eniktntwv diatapaxwv. YrnoAoyiletar ot touAdxiotov bUo ekatoupuupia Eupwnaiol ndoxouv
ano onavieg veppondOBeIeg, LE TIC ONeIpapatovePpitibes Kal TIC OUYYEVEIC vePpIkeG buanAaoieg
va avtigroixouv g€ MePInou £va eKatoppupIo nepiotatika n kaBeuia. ErmnAgov, o1 KANPovoLIKEG

owAnvapiondBeieg, o1 biauegoowAnvapiakeg veppondBeieg kai o1 BpoUBwWTIKES LIKpoayyelondBeleg

avunpoowrnevouV Lia agipd and onavieg Kkai e€aipetikd onavieg diatapaxeg uwnAng KAIVIKNAG

ouvdpeiag.

Ta diayvwaTtika epyaAeia TeEAEuTaiag Texvoro-
yiag pnopouv va napéxouv NoAUTILEG MANPO-
(POPIEG OXETIKA E TNV NPAYVWON TNG VOGOU Kal
TG Bepaneutikég emhovég. Qatoao, n npdofacn
o€ e€etdoelg dev eival kaBoAikn. Adyw tng
kaBuatepnpévng diGyvwaong Kal NG avenap-
Koug Bepaneiag, NOAEG ondvieg veppondBeleg
eCeAiooovtal dokona og VEPPIKN avendpkela.

To ERKNet atoxeUel otnv evioxuon g diaxeipi-
ong aoBevwv e onavieg veppondBeleg, 16iwg
VEWV Kal MOAUNMAOKWY MEPICTATIKWY, HEOW
B1abIKTUaKWY CUPBOUAEUTIKWV UNNPECIWV.
01 opddeg epyaoiag epNEIPOYVWHOVWY ToU
BIKTUoU KaBiepwvouv diayvwatikoug akyopio-
oug Baciopévoug atnv opogwvia yia acBeveic
pe mBavoloyoupevn ondvia veppondbela,
oupnepIAauBavopévwy TUMNIKWY KpITNpiwv
Y10 YEVETIKEG EEETACEIG OE NEPINTWOEIG MBa-
VOAOYOUIEVNG KANPOVOLIKNG VEQPPONABEeIag.
EminAéov, o1 opddeg epyaaiag opidouv KAvI-
KéG peBBbouC yia tn Bepaneutikn diaxeipion
HETA and evbehexn e€étaon twv diabéaipwy
Bepaneiwv.

Aebdopévou 6t n euaigBnTonoinon Kar n yvwaon
TWV ENayYEALATILOV TOU TOHEX TNG Uyeiag eival
anapaitnteg yia tov evioniopd kar i Bepa-
neia onaviwy veeponadeiwy, To ERKNet éxel
Beonioel éva TpIETEG NPAYPaPa PETANTUXIAKWY
onoudwv Baaciopévo atny KAIVIKA Katdption,
1a diadiKTuakd oepIvapia Kai v NAEKTPOVIKN
HABnan, To onoio Napéxer Ty NAEoV aUyxpovn
eknaideuon oxetikd pe oAGKANPO To pdopa
TWV onaviwy veeponabelwy. 0ool 0AoKAN-
PWOOUV EMITUXWCE TOV KUKAO onoudwyv Ba
avayvwpidovial wg «Eupwnaior €1dikoi ond-
VIWV VEQPOMNABEIWV>.

To ERKNet éxel dnuioupynaoel 1o ERKReg, 10
EUPWNAIKG PNTPWO ONAVIWY VEPPONABEIWV.
To ev Adyw NAEKTPOVIKS UNTPWO NAPEXEl dnpo-
YPaQIKA OTOIXEIQ Kal DIEUKOAUVEI TN GUAAO-
VIKN KAIVIKA €peuva kaBopidovtag KoopTeg
aoBevwv e onavieg vepponabeleg o€ OAN TV
Euponn. EmnAéov, To UNTPWo napéxel otati-
OTIKEG KAIVIKQV EMIBOCEWY Kal GUYKPITIKA agl-
0AGYNON OAWV TwV EEEIDIKEUMEVWV KEVIPWY,
unootnpidovtag NV Napoxn evVapLovIoUEVNG
Kal BeATioTonoINpévng NepiBaAyng yia ondvieg
VEQPONABeIeC o€ OAQ Ta VOOOKOLEIQ Kal TIG
KAIVIKEC TOU ERKNet.

Ka@nyntng Franz Schaefer
Universitdtsklinikum Heidelberg,
lepuavia
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Epyacto ue agbevelc mov mhoyovy amd omdvies ke molbmhokeg voaovg younhod emimolaopod

EAA yia onavieg veupoAoyikec nabnoeic

(ERN-RND)

To ERN-RND énpioupyei kai poipddetar yvwaeig kai ouvtovidel tnv nepiBaAwn acBevwv

rou rndoxouv ano onavieg VEUpoAoYIKEG Nnabnaoeig nou agopouyV Ti¢ o KoIveG naBoAoyIkeg
Kataotdoeig TOU KEVIPIKOU VEUPIKOU auotnuatog. KaAuntel napeykepalibikeg atalieg

Kal KAnpovouIkeg anaatikeg napaninyieg, tn vooo Huntington kair dAAeg xopeieg, Tn
HETwnokpotapikn dvoia, tn duatovia, (un emAnnukeg) napououIKES diatapaxeg Kai
VEUPOEKPUAIOLIO LIE ouoowpeuan a1brpou atov eyKEPaAo, AsukoeykepalondBeieg kai dtuna

rnapkivoovika ouvbpoya.

To bikTuo ouvevwvel eEEIBIKEUNEVA KEVTPA Kal
ouvbebepévoug eTaipoug, Kabwg eniong kai
€KNPOOWNOUC acBevwy, o€ 24 eupwndikég
XWPEG. Enikevipwvetal o€ e€alpetika €101~
KEULIEVEG UNNPETTEG UYEIOVOUIKAG NepiBaiyng,
onwg diayvwatikée péBodol alniouxiag eno-
LIEVNG VEVIAG, £V Tw BABEI eykealikn diéyepon
Kai nponypéveg Bepaneieg, evd dnpioupyel kai
51ab6ibel T000 VeVIKEG GO0 Kal EIBIKEG YVWOEIG
YIQ CUYKEKPILEVEG KATNYOPIEG VOOWV.

To ERN-RND avantiooel kateuBuvnpleg ypap-
LEG BEATIOTNG KAIVIKNG MPAKTIKAG V1A OPIOUEVEG
VEUPOAOYIKEG NABNOEIG, oUaTATEIG BEATIOTNG
MPAKTIKAG YIa TN vVeUpoanokatdotaon Kal m
peTantwon, kabwg eniong kai npétuna nepi-
BaAyng, 6nwg n olvBean BIENIOTNLIOVIKWY

ZYNTONIZTHZ AIKTYOY

Ap Holm Graessner

University Hospital Tiibingen,
leppavia

opdadwy. O1 opAdeg EPNEIPOYVWHOVWY Via TIG
véooug avantuaoouv peBddoug nepiBaiyng
Kal KAaTaAyouv 0€ OUM(pWVIa wW¢ NPog AUTEC.
YT¢ peBodoug autég oupnepidapBdvovral dia-
YVWOTKA diaypdupata pong kal Bepaneutikoi
ahy6piBpol, KaBwg eniong Kar KAIAKeS voowv
yia v agioAdynon diapopETIKWY MTUXWY
ONAviwv VEUPOAOYIKWY NaBACEwWV.

OI NEPINTWOEIG aoBeVWV PE AoaPeic diayvw-
o€1¢ oudntouvtal péow tou CPMS. To ERN-
RND eival éva and ta téooepa diktua nou
OUPETEXOUV aTo €pyo Solve-RD — Solving
the Unsolved Rare Diseases («EmiAUovtag
TG AAUTEG ONAVIEG VOOOUG»), EVW TO NPo-
YPappa KatdpTiong Kal eknaibeuong Tou uno-
otnpidel éva npdypappa onoudwy twv EAA

yia enayyeApatieg Tou Topéa tng uyeiag. To
bikTuo BIEUKOAUVEI TNV ETOINGTNTA TWV HOKI-
HWV Kal TNV noldtnta tng nepiBaAyng péow
€V UnTpwou Tou ERN-RND nou nepidap-
Baver bedopéva yia 6Aoug Toug aoBeveic nou
enokéPOnkav ta kévipa tou ERN-RND kal 1o
0noio NapEXel pia PovadIkh eMIOKONNON TwV
UQIOTALIEVWVY KOOPTWV L BACN TOV YOVATUMO.

To ERN-RND ouvepydletal pe v Eupwndikn
Akabnpia NeupoAoyiag (EAN), tnv Eupwndikh
Etaipeia Naibiatpikng NeupoAoyiag (EPNS),
T0 €UpWNAIKO TUNPA ™G AleBvoug Etaipeiag
Mdpkivoov kar Kivntikwv Alatapaxwv(MDS),
v Eupwnaikn Opoonovdia NeupoAoyikwy
Evwaoewv (EFNA) kai tnv Eupwndikn Akadnpia
MNaidikng Avannpiag (EACD). Mad pe ta dMa
6U0 EAA yia veupoAoyikég nabBnoeig —to EURO-
NMD «kai to EpiCARE— 10 ERN-RND é€xel dnpii-
OUPYNOEI evvéa opdadeg epyaoiag.
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EAA yvia KANPOVOUIKEC KAl OUYYEVEIC

(MENTIKEC Kal YOOTPEVIEPIKEC)
avwpaAiec (ERNICA)

To ERNICA kaAuntelr bUo biayvwaotikeg opddeg: buanAaaoisg Tou NeNTiIkoU ouaTtnATos Kai
buaniaaieg tou diappdyuarog kai tou KoiAiakou toixwuatog. O afovag epyaoiag yia tig duonAaagisg
TOU MEMTIKOU ouatAUatog nepiAapBaver t€o0oepic oddeG Epyaoiac OxXeTikd LIE TIC Nabnoeig tou
0100QAYoU, TIC EVIEPIKES NABATEIG, TNV EVIEPIKNA QVENCGPKEIQ KAl TIG YAOTPEVIEPOAOYIKEG Nabnaoeig.

O déovac epyaaoiag yia ti¢ buanAaaieg Tou diappdyLatog Kai Tou KoiAlakoU ToIXwWUatog anoteAeital
ano duo oudbeg epyaociag: buonAaoieg tou diappdyuatog kKai avwpaAieg Tou KoiAilakoU TOIXWUATOG,

Tig opadeg epyaoiag kateuBuvouv and koivou
enayyeApatieg uyeiag g ERNICA kar eknpdaw-
nol acBevwv. MNa OAEC TIC HIAayVWOTIKEG OPAdEC
10xUoUV EvvEéa TOLEIG epyaaiag —Oiaxeipion,
d1adoan, aglohdynan, npdtuna nepiBaiyng,
Katdption, €pEuva, NAEKTPOVIKEC UNNPEDIEC
uyeiag, epBpuoloyia kal diktuwaon.

To ERNICA otoXeU€l va OUYKEVIPWOE! EQNEI-
poyvwaia, yVwaelg kal népoug €181kA yia KGBe
vooo and 6An tv EE / tov EOX, pe okond
TNV eniteugn otdxwv oToV TopEA TNG UYEIag ol
onofol Siapopetikd pnopei va pnv eivar duva-
TOV va eniteuxBouv oe pia pévo xwpa. Autoi
ol oTOX0I OToV Topéa TNG uyeiag nepidapBa-
vouv avanugn kKAIvikwv Seglothtwy, au§npévn
npoaBaocn Twv acbevwy oe eEeIdikeupévn
nepiBaAyn UYPNAG NoIGTNTAG Kal QUENUEVEC
NANPoPopPIeS EIBIKEG WG MPOG TN didyvwan ol
onoieg diatiBevtal atoug enayyeApatieg tou
TOWEQ TNG UYEIaG, Toug acBeveic Kal oTIG 0IKo-
VEVEIEC TOUG KaBWG Kal OTOUC (PPOVTIOTES TOUG.

Me autdv tov tpono, to ERNICA emidiwkel
€NioNg va PEIWOEl TIC avioOTNTEC OToV Topéa
NG uyeiag o€ oAGkANpn tnv Eupwnn, Tuno-
MOIWVTAG NMPAKTIKES Kal ENITPENOVTAG OTOUG
napdxoug UYEIOVOLIKNG NEPIBaAWNG, oToug
a0BEeVEIC, OTIC OIKOYEVEIEC KAl TOUG (PPOVTI-
OTEG TOUG va €xouv nNpdafacn o€ nepiBaAyn
UWNAAG No1dtNTag, MANPOPOPIEC Kal NGPOUG
og 6An v Eupwnn.

LZYNTONIZTHZ AIKTYOY

KaBnyntng 6p René Wijnen

Erasmus University Medical Center,
Pétepvrap, Kdtw Xwpeg
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‘Evtagn, ouvtoviopog kal cuvepyaaoia:

Kpatn peAn kar EAA

To 2022 620 véor ndpoxol uyelovouikNG nepiBaAwng npooxwpnoav ota EAA, auéavovrag ta
ouvoAIka LEAN ag nepioadtepa and 1400. Autn eivar pia kaAn €€€AiEn yia toug aogBeveic ol
oroiol nAgov exouv peyaAutepn npdofacn and note ge e€aipeTika eEEIOIKEUUEVES UNNPETIEG
uyelovouikng nepiBaAync, aAAd kai yia toug KAIVIKoUg yiatpoug rou enw@eAouvtal ano mn
ouvepyaoia e dAAoug euneipoyvapioveg o 6An tv EE kai tn NopBnyia.

Qatd00, N €NEKTAON dNPIOUPYET KAl MPOKANTEIG
600V apopA TOV CUVTOVIGO Kai TNV ETAIDIKNA OXEON
— Kal auto €ival To onpeio énou To cupBoUAio
TWV Kpatwv pPeAwv diadbpauarilel onpavikd poAo.
To oupBouAio napeixe kaBodnynon ota EAA and
Ta NPWIA BPATd Toug £we TNV NANPN wpilavon
ToUG — Atav appédio yia v €ykpion Toug otav
16pUBNKkav 1o 2017 kai Ba eykpivel TUXOV Npo-
oBeta EAA oto péMov. MNpotepaidtnta eniong
anoteAel N evowpdtwon Tou €pyou Twv EAA ota
€Bvikd ouopata uyeiag kai n diacaiion g
€UBUYPAUIONG TWV NPOTEPAIOTATWY TOUG.

«H katdataon éxer aldéer onpavikds, dnAwvel o
OULNPAEOPOG TOU GULBOUAIOU TWV KPATWY HEAWY,
kaBnyntg Till Voigtlander. «Ta EAA éxouv wpipid-
oel kai eivar nAéov ae nArfpn Aertoupyia. H opdba
ouvroviatwyv Twv EAA epyaletal noAu evepyd
kar anoteAeapatikd, arnobeikviovtag v a&ia
NG W¢ ONUAVIIKOG GUVEPYJTNG TOU OULBOUAIOUS.

«O1 ouvrovioteg twv EAA kai o1 opddeg toug avia-
rokpivovtai vepyd o€ (tripata onwg ol BéATiator
kai nAéov oikovoLikol Tpdrol napakoAoubnong g
andboang, n avdntuén kar opydvawan LNtpwwy
twv EAA, n avtaMayr) kai n biaboon yvaoewv, n
Katdption Kai ) GULIGp®wWan Lie upnAd beovioAo-
VIKd Kal VOUIKA MpOTUra», NPoaBETel 0 kabnyntg
Voigtlander. <Exouv eniong oupBdAer kaBopiotikd
oty avdmuén Tou ouaTHHAToS SIAXEIpIoNg TwV
KAIVIKWV bebopiévwy Twv aaBevav, To oroio ivar
onNLAavtike yid Ty unootnpién e TaxUTePnS Kai
kaAutepng bidyvworn, Bepansiag kai rnepiBai-
Wng twv atdpiwV rou {ouV LIE ardvieg VOooUGs.

To oupBoUAio €ival eniong ENIPOPTIOUEVO LIE TNV
€YKPION VEWV NapOxwV UYEIOVOLIKNG NepiBaiyng
Kai ol Nio NPAo(ATEG NPOTBNKES NPOKUMTOUV pEaa
ano pia anarmntikn dladpopn nou Eexivnoe pe pia
npookANon unofoAng aitoewy 1o 2019. H dia-
dikaoia nepINAéxBnke Nepaltépw anod o Brexit
Kal TV enakdAouBn anwAeia epneipoyvwaoiag
ano Toug NapoOxoug UYEIOVOLIKNG NnepiBaiyng
nou ebpeliouv oto Hvwpévo Baaileio. Me tnv
MPOOXWPENON TWV VEWY NAPOXWY UYEIOVOUIKAG
nepiBaAync, N Npoooxn NAéov OTPEPETAl TNV
aloAdynon kai n BeATiLon NG NoIGTNTAg TN
nepiBaAwng nou napéxouv ta EAA kai ol ndpoxol
UYEIOVOLIKNG NepiBaAwng.

Baoikd atoixeio oto ouatnpa ouvexoug BeAtiwong
g noiétntag twv EAA eival to AMEQUIS —t0
oUoTnpa exktipnong, napakoAouBbnong, afloAd-
ynong kai BeAtiwong tng noidtntag. Evag ave-
€aptnTog popgag afloAdynong kai ektipnang Ba
agooyei Ta EAA yia va evtonicel duvard kai abu-
vara onpeia, diaopaAidoviag 6t eioakoUovidl ol
anoyeIg OAWY TwV eUNAEKOPEVWY, cupnepiAapBa-
VOLEVWY TWV AoBeVV Kal TWV OIKOYEVEIWV TOUG.
To oupBoUAio Twv Kpatwy peAwy Ba diadpapiati-
o€l Kpiolpo pOAo og autiv TNy nopeia, kabwg Ba
eival appddio va KataAngel og ouppwvia oxetka
pe ox€dia BeAtiwong twv EAA Kal Twv napdxwv
UYEIOVOUIKNAG NePIBaAyNg, €Gv kal Griou XpeIaoTel.

And 1o 2022, n koivi pdon yia v evowpdtwan
Twv EAA Ba anaimoer akdpn peyaAUtepn ouvep-
vaoia petall twv Kpatwy PeAwy, ta onoia Ba
B¢oouv ta Bepélia yia To pEMoV Twv EAA, pE v
NANPN EVOWPATWON Toug ota eBvIKA ouotpata
uyeiag kal v TéA€ia evappovion Toug e ToUG
Eupwnaioug etaipoug. H Enitponn Ba ouvto-
vigel tn &iabikaaia, evw N opdda ouvtovioTwy
Twv EAA Ba diabpapatioel oAU onpavtikd poAo
6oov apopd v uAonoinon. H evowpdtwaon, o
ouvtoviopdg Kal n cuvepyacia Ba e§aopalioouv
v enituxia twv EAA otnv endpevn @acn g
ropeiag Toug.

Auti T otiyun, oto €pyo Twv EAA oupUETéxouY
MEPICOCTEPOI EVOIAPEPOLIEVOI (POPEIS ard roTe,
oupnepiAauBavopévwy dIEuBUVTWV VOTOKOLIEIWV
Kar opdbwv unoatrpIENS acBevwVs, avapépel o
kabnynrig Voigtldnder. «[pdkertai yia euxdpiatn
e€ENIEN kail Ba rpénel va eiacte MoAU XapoUuevol
yia auto. Qatdoo, ta kpdtn LEAN Gev Lnopouv va
AVTILETWNIooUV autdV Tov (pApTo epyaoiag Lova
TouG. Eivar kaipdg va evieivoue T auvepyaaoia
uag, yiati évo drav epyaactoue ool padi 6a a&i-
0r1oINCOULIE OTO EMaKPO TO €pyo Twv EAA —éva
alohAeuto eyxeipnua yia Tov uridAoino KOaLIO».

kabnyntrig
Till Voigtlénder
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EAA yia vooouc Tou avanveuoTikou

(ERN LUNG)

O1 ondvieg kai noAUNAokeg voaol twv nveupdvwy anaitouv napakoAoubnaon and didpopeg
€161kotntes napdAAnAa pe wuxokoivwvikn unoatnpién. H noAunAokdtntd toug pnopei va
OQEIAETalI OTOV UMOKEILEVO YEVETIKO UNXaviouo tng vooou 1 ati¢ deutepelouaeq aAAayeg kai n
dnid nou éxouv unoaotel dAAa ouatAuata opydvwyv. H €ykaipn bidyvwaon kai n npocBacn o€
€161k nepiBaAwn BeAticovouv ta anoteAéouara yia noAAég and autég tig nabnoeic.

To ERN-LUNG e€etdder 6Aeg TIG onAvIeg Ka
MOAUMAOKES VOOOUG TOU avanveuaTikoU oUoTh-
patog, oupnepiAauBavopévwy Twv dIauecwy
nveupovonaBeiwy (ILD), TNG KUTTIKAG fvwaong
(CF), TwvV Bpoyxektaolwy rou dev opeiloval
oe CF (nCF-BE), TNG NVEULIOVIKAG UNEPTAONG
(PH), Tn¢ npwtonaBoug BAepapoeidboug duaki-
vnaiag (PCD), tTng avendpkeiag a-1 avubpu-
wivng (AATD), Tou pecoBnAiwpatog (MSTO)
Kal TG Xpoviag SUCAEIToUpyiag NVEUROVIKOU
aMopooxeUparog (CLAD).

To diktuo €mdIWKEl va BEATIWOEI TNV ELNEI-
poyvwoaia atnv Eupwnn yia t BeAtiwon Twv
npotunwy NepiBaAyng, tng noidtnNTag {wng
Karl tng Npoyvwaong éaov apopd 0AGKANPo
TO PACHA TWV ONAVIWY MVEULOVIKWY VOOWV.
Ta péAn tou ERN LUNG avantuooouy kai dia-
dibouv kateubBuvTNpIE Ypappég, mpowBouv
KOIVEG BEpAnEUTIKEG NPOTEYYITEIC, EVIOXU-
ouv T dlacuvopiakn NpooPacn o€ didyvwaon
kal Bepaneia, dnpioupyolv Kar unootnpidouv
LNTPWA KAl CUYKEVTIPWVOUV APKETA PEYANES
KOOPTEC YIa KAIVIKEC HEAETEG, avAnTugn pap-
HAKWV Kal HEAETEC (PUOIKAG I0TOPICC.

To ERN-LUNG napéxel atoug aoBeveic npd-
oPBaon o€ BiEMOTNPIOVIKES OpAdeg, napéxoviag
BeUTeEPEG YWWLES YIa MOAUMAOKES IATPIKES MEPI-
MTWOEIC péow S1adiktUou xwpig va xpeladetal
ol aoBeveic va tagidéwouy. Auto enimuyxavetal
péow evog H1adIKTuakoU oUOTALIATOS NAPOXAG
OUPBOUAQY epneipoyvwpévwy, pe diadiktua-
KEG OUNTAOEIG TWV NEPICTATIKWV Ao €10IKEG
ENITPONEC Kal —edv xpeladetal— pe d1acuvo-
PIaKA Napanopnn.

ZYNTONIZTHZ AIKTYOY

KaBnyntii¢ Thomas O.F. Wagner

Universitdtsklinikum Frankfurt,
lepuavia
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EAA via diatapaxec tou O€ppatog

(ERN Skin)

[MoAAég bepuarondBeieg éxouv goBapd aviiktuno aotoug acgBeveic kai uriopei va ouvbéovral e

Tov Kivbuvo gu@pdvions kapkivou. H &idyvwan andviwv kai noAuniokwv depuatikwv nabnoewv
nepiAauBaver nAnpn aéioAdynon tou 6éppatog, tou BAevvoydvou kar dAAwv cuatnudtwy, KaBwg Kai
Bioyieg Tou bépparog. Mdvo neneipapevor depratoAdyor prnopouv va avuAneBouyv tig diapopeg petau
autwyv twv noAundokwyv nabnoswv kai n arouaia didyvwaong and €16i1ko anoteAel eundbio yia mn
Bepaneia. Autd punopei va dnuioupynaei LeydAn owpatiki kai wuxoAoyikn emBdpuvon otoug acBeVveic,

To ERN Skin 0UYKEVTPWVEI KOPUPAIOUG €101~
KoUG oto nedio Twv ondviwyv SepUaTiKwV
vOowV Naidiwv Kal evnAiKwy yia TV aviaA-
AQyn YVWOEWY, TNV EVNUENWON Kal TNV avd-
ntugn KateuBuvINPIWY YPApUwy BEATIOTNG
NPAKTIKAG, T BEATIWON NG eNayyeALATIKAG
KaTApTIoNG Kal TNG EKNAiDEUONC TwV aoBevwv
Kal T dnpIoupyia EpEUVNTIKWY MPOYPAULIATWY.

Y16x0G Tou eival va BeAtiyger TV opydvwan
TNG UYEIOVOUIKAG NeEPIBaAYNG e TN CUYKE-
VIPWON NOPWY, CULNEPIAUBAvVOLEVNG pIag
NAQTPOPHAG E OUVEPYATIKEG OUNTNOEIG EPNEI-
POYVWLHOVWY OXETIKA e HUOKOAQ NEPICTATIKA.
la k&Be vooo nou kaAuntetal, ol Bacikeg die-
MIGTNUOVIKEG OpAdEC NEPIAAUBAVOUY TOUAAXI-
otov eva/pia deppatordyo, eva/uia voookao,
€va/pia YuxoAoyo, éva yevetoth/pia yeveti-
otpig, éva/pia diartoAdyo kar éva/pia naboAdyo,
KaBwg kal dAoug €181KoUG epdooV kpivetal
anapaitto.

To ERN Skin avantuooel eniong pntpwa ond-
VIWV OEPUATIKWY NABNCEWY Mo ENITPENOUV
TN CUPILETOXN O€ EPEUVNTIKA NMpoypauuata kai
KAIVIKEG DOKIPEG e ENapkn otoixeia aoBe-
VWY, KaBwg kal v Tovwon g Bepaneutikng
€PEUVAC LIE PKETA PEYAAEG KOOPTEG AOBEVWV.
EninAéov, Ba eknovnBei pia oAokAnpwpévn
KOIVWVIKOOIKOVOUIKA PEAETN OXETIKA LIE TNV
€MBApuvon NG atopIKAG Uyeiag and Ti vOooug,

ZYNTONIZTPIA AIKTYOY

KaBnyntpia Christine Bodemer
Assistance Publique-Hobpitaux
de Faris, Hépital Necker-Enfants
Malades, laAAia




o
Eupwnaikn | o
Enitponn

s>\ European
v Reference
Networks

Epyacto ue agbevelc mov mhoyovy amd omdvies ke molbmhokeg voaovg younhob emimolaopod

EAA yia kapkivoug o€ eVANIKEC
(oupnayeic 6ykor) (ERN EURACAN)

H Eritnpnon twv Znaviwv Kapkivwv atnv Eupwnn (RARECARE) opiel TIG onavieg LIOPQEG
Kapkivou w¢ kakonBeig diatapaxeg e ouxvotnta eueaviong Aiyotepn and €€ ava 100
000 nepiotatika etnaiwg. Avtigtoixouv nepinou ato 20-25 % dAwv twv vEwv diayvwaswyv
kapkivou kai ato 30 % twv Bavdtwv and Kapkivo.

01 €161kof oupPwvouv Ot ol agBeveic pe
OnNAvIeG LOPPES Kapkivou Ba npénel, and
NV apxikn d1dyvwaon, va napanépnovial oe
niotonoinuéva kévipa avaeopdg. Autd Toug
ENITPENEI va enw@eAovvtal and tnv nAéov
oUyxpovn, BIENICTNHOVIKA epnEIpoyvwaoia —
and anoteAEOUATIKEG Bepaneieg €wg Kateu-
Buvtnpieg ypappég Bepaneiag Baciopéveg oe
TEKUNPIWPEVA oToIxeia— kal dlao@aAilel v
napoxn KatdAnNANG nepiBaAyng o€ GAOUG TOUG
aoBeveig, avefaptnta and to apxikd onpeio
npooPBacng.

To EURACAN kaAuntel nepiaadtepoug and 300
ondvioug TUNoUG oupnayous Kapkivou evnAi-
Kwyv, opadonoliwvtag Toug oe Séka Topeic nou
avtioToixoUv otny Tagivépnon tou RARECARE
kai 1o ICD10. To diktuo cuvepyddetal oteva
LIE EKNPOOWMNOUG aoBevv and i eupwndi-
KEC opadeg unootpiEng acBevwv (ePAGS) pe
0KomMd TNV NApoxn NANPOPOPIWY Kal aroYPewy
OXETIKA L€ TIC AVAYKEG Kal TIC MPOCOOKIES TwV
aoBevwv.

Ano tnv idpuon tou, To EURACAN éxel enekta-
Bei o€ 26 xwpeg g EE kai tou EOX, pe otoxo
TNV TUnonoinon tng diaxeipiong agBevwy kai
N BEATIWON WV N0COoTWY €NIRIWONG PE TN
dnuioupyia kal tnv Koivh xpron epyaAsiwy
BEATIOTNG NPAKTIKAG, KABWG Kal TNV TAKTIKNA
€MIKaIPONoINON TWV KATEUBUVTNPIWY YPAUHWY

diayvwaTikig kar BepaneuTikG KAIVIKAG MpakTi-
KNG O€ ouvepyaoia e SIAPOPES ENIOTNLIOVIKES
etaipeiec. To biktuo avéntute epyaleia enikor-
vwVviag o€ OAEC TIG YAWOOEG via acBeveic kal
yIatpoug, evw 1o €pyo STARTER (STARTIng an
Adult Rare Tumor European Registry) dnuioup-
VEi éva onpaviiko pyaAEio yia to péAov —1o
HovtéAo opoanovdiakou puntpwou EURACAN.

To EURACAN Baaietar og undpxovta diktua
Kal ENITUXNPEVEC KAIVIKEG DOKILES EOW TOU
Eupwnaikou Opyaviopou yia tnv Epeuva
kal tn Oepaneia tou Kapkivou (EORTC), Tng
Eupwnaikng Etaipeiag NeupoevookpIvwv
‘Oykwv (ENETS), tou Aiktuou Kapkivou
YuvbetikoU lotou (Conticanet) kal MOAAWV
NPONYOUHEVWY EPEUVNTIKWY NPOYPARHATWY
¢ EE, oupnepAapBavopévwy Twy €pywy
SPECTA/Arcagen kai TRacKING nou Eekivnoav
e npwtoPoulia Tou EURACAN.

KaBnyntig dp Jean-Yves Blay
Centre Léon Bérard, Aidv, [aAAia
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Eupwnn:
£va NaykoopIo KEVIPO apioteiag

Ta Eupwnaika Aiktua Avapopdc té6nkav ae Aertoupyia tov Mdptio tou 2017, L€ NpwtapxIKo
otoxo tn BeAtiwon tng {wng avBpwnwyv otnv Eupwnn nou ndoxouv and ondvieg Kai
rnoAunAokeg véooug.

Qoto0o0, Ta EAA €éxouv naykdopio aviiktuno
nou unepPaivel katd noAU ta ouvopa tng
Eupwnng. EvioxUouv TiG naykoopieg BEATI-
OTEG NPAKTIKEC, ONMOU AUTEG UNAPXOUY, Kal TIG
diapoppwvouy ekei nou dev undpxouv. Ta
diktua oupBdMouv npokelpévou n Eupwnn va
Kataotel kdpBog dpacTNPIOTATWY Yid ONAvIEG
Kal NoAUNAoKeC Nabnaoeig, epappoloviag TG
KateuBuvTNPIEG YPAPEEG BEATIOTNG MPAKTIKAG
yia ™ didyvwaon n tn Bepaneia énou autég
UNAPXoUV Kal avantuooovtag Teg onou dev
UMAPXOoUV.

Yuvbéovtag €161koUg kal NANBuopoUg acBevwy,
1a EAA S1eukoAUvVOUY €MioNG KAIVIKEG LEAETEG
Kail dokipdadouyv BepaneuTikEG enepPBACEIS, PE
anotéAecpa va Bpiokovial oty NpwIn ypappn
000V apopd TV Kaivotopia o€ NoAAoUG TOLEIG
onaviwy VOowV.

To povtého Twv EAA anoteAei napdderypa
yia dAAouc, avantiooovtag unepolyxpova
€PYAAEIT YA TIG NAEKTPOVIKEG UNNPETIEG OTOV
Topéa NG uyeiag pe okond va cuvopdper Tn
dlacuvopiakn ouvepyaaia oty Eupwnn, JE T
duvatdtnta va npowbnael tn diebvn auvep-
yaoia kal va BeAtiwoel tnv npdaBacn otnv
UYEIOVOUIKN nepiBaAyn.
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EAA yia aipatoAoyIKEC VOOOUC
(ERN EuroBloodNet)

O1 aipatoAoyikég voaor nepidapBdavouv avwualieg oto aiua Kai ata KUttapa tou HUEAOU Twv
o0twv, ata Aeu@ikd opyava kai atoug napdyovteg nnéng, kar oxedbov 0Aeg toug eival ondvieg,
Mnopouv va xwpigtouv ge €1 Katnyopieg: anavieg avwpalies twv epuBpwv aipoopaipiwy,
avendpkeia pueAou twv oatwy, andvieg diatapaxég nnéng, aioxpwpdtwaon Kai dAAeg onavieg
YeVETIKEC Siatapaxég tn¢ ouvBeanc aibripou, LueAoyeveic KakonBeIeG Kal AEUPIKES KOKONBEIEG.

MNa wn didyvwaon ondviwy alipatoAoyIKwy
véowv anarteitar pey@An KAIVIKA eUneipoyvw-
ofa kal NpéaPaon oe éva eupl PAcHa EpYAcTn-
PIAKWY UMNPECIWV Kal TEXVOAOYIWV IATPIKAG
aneikoviong. AUTEG ol eGeTdaelg kaBiotouv
duvat tnv akpifn tagivépnon twv véowv
oUp@wva Le ta kpitnpia tou MOY pe tn xprnon
d1eBvwv ouotnpdtwy BabpoAdynang kai, 6rou
eival dbuvatov, BIoBEIKTWV.

Aebopévwy TwV eV AdYw anaitnoswy Kal Tou
YEYOVATOC 0TI OPIOHEVES ONAVIEG CUATOAOVIKES
voaol eival moAU onavieg, n didyvwaon ouxva
napapAénetal h kabuotepei, 16iw¢ o€ aoBeveig
peyaAUtepng nAikiag. H Bepaneia eival eniong
ouxva dUOKOAN Adyw Twv eEeIBIKEUPEVWV
UnodopIwY Kal opAadwy nou eival anapaitnteg
Kal Adyw TG duokoAiag npdoPacng o€ €10IKEG
Bepaneieg ONw¢ N AAAOYEVAG LETAPOOXEUON
BAaotokuttdpwy M ol Napdyovteg MNENG. X
KANOIEG XWPES AEIToupyoUV Npoypauuata npéd-
Anyng yia opiopéveg Nabnoeig, ald undpxel
Auean avaykn yia evapuovion otov Topéa Tou
npoANNTIKoU EAEYXOU.

Katd v npwtn neviaetia Aeitoupyiag tou, 1o
ERN-EuroBloodNet, o€ atevh ouvepyaoia pe
v Eupwnaikn AipatoAoyikn Etaipeia (EHA),
BleCnyaye eNITUXWGE MOAAEG EYKAPTIES DPATEIg
aAAd kai €181kéG dpdaoelg yia ondvieg aipa-
TOAOYIKEG VOOOUG LI aTdX0 TN BeATiwon g
npdoBacng otnv UyEIoVopIkA NeEpiBaiyn yia
aoBeveig pe onAvieg auatoAoyIkéG vOooug,
NV NPowBNoN KAateuBUVTNPIWY YPAUWY Kal
BEATIOTWV MPAKTIKWY, TN BEATILON TG KaTapTI-
ONG Kal TG aviaAayng yWWoEwY, TNV Napoxn
KAIVIKWV OUPBOUAWY OMou N epNeIpoyvwaia
o€ €0vikd eninedo €ival avenapkng Kal v
augnon tou apiBpoy Twv KAIVIKWV SOKIHWY
oto nedio autod. H cupeToxn Twv eupwndi-
KWV 0padwyv unootnpIgng acBevwv Kal Twv
OUAMOGYwV acBevidv ano tv apxn oUPBAMEeI
otnv evioxuon tng Béong Twv acBevwy, otn
Bepaneutikn ekNaibeuon kar otny Kataption
600V apopd TNV UNoaTtNPIEN, TNPWVIAg TV
npooéyyion tou ERN-EuroBloodNet pe enike-
VIPO TOV aoBevn.

ZYNTONIXZTEZ AIKTYOY

KaBnyntnig Pierre Fenaux

Assistance Publique-Hbpitaux de Paris,
Hépital Saint-Louis, Mapioi, faAAia
(Ebpa oykoAoyikoU kevipou)

KaBnyntpia Béatrice Gulbis
Hépital ERASME-CUB, LHUB-ULB,
Bpu€éAeg, BéAyio (Ebpa Lin
oykoAoyikoU KEvipou)
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EAA yia vooouc kal nabnoei¢ tou
ouponoINTIKoU, Tou opBou Kal Twv
vevvnukwy opyavwy (ERN eUROGEN)

O1 ondvieg kail noAunAokeg naBnaoeig Tou ouponointikou, Tou opBouU Kal TwV YEVVNTIKWV
opydvwv Uropel va anaitouv Xeipoupyikn enéupacn, ouxva katd tn veoyvikn nepiobo n katd
v naibiki nAikia. H akpdteia oupwv Kai kornpdvwv enifapuvel noAu ta naibid, toug épnBoug
Kal Toug evAiAikeg aaBeveic. Ta dropa nou exouv npooBAnbei and auteg xpeidlovrar nepiBaiyn
ka6’ 6An t bidpkeia tn¢ {wng Toug anod SienmotnUoVIKES ouddeg €16ikwv nou oxedid{ouv

Kal npayparonoliouv tnv eneupacn, Kai napexouv LIETEYXEIPNTIKN nepiBaAyn ue npoobetn
unoatnpién and oudbeg pualoBepaneiag Kar wuxoAoyiag epdoov xpeidletal.

To ERN eUROGEN napéxel kateuBuvtnpleg
YPAULES BEATIOTNG MPaKTIKAG Nou agloAoyou-
VIal avegapTnta kai BEATIOVEL TNV KOIVA Xpran
TWV anoTEAEOATWY. Ma NpwInN Qopd, EXel wg
otdx0 va NPooPEpe! TN duvardtnta NapakoAoU-
Bnong Twv HakponpoBeapwY anoteEAEoUATWY
via aoBevei¢ katd m diapkeia piag nepiddou 15
e 20 €twv péow tou pntpwou ERN eUROGEN.

To biktuo cuMéyel debopiéva kal UAIKG dnou
undapxel EANEIPN, avantUooel VEEC KAIVIKEG
KateuBuvTNpIeG YPappEG, dnpioupyel otoixeia
BEATIOTWV NPAKTIKWY, EvIoniZel NnaparAayeg
otnV Tpéxouada KAIVIKA MPaKTIKA, avantUooel
EKNAUBEUTIKA Npoypaata kal npoypappata
Katdptiong, diauopPwvel To BepatoAdyio
€pEUVag 0€ CUVEPYAOIa |IE EKMPOCWNOUG TWV
aoBevwv Kar HoIpAZeTal YWWaoEIG HETW TG OUp-
LIETOXNG OF €IKOVIKEG dlaBouleUoelg oto CPMS
kal péow dieniotnpovikwy opadwy. O1 véol
€101K0l OTIG ONAVIEG KAl MOAUNAOKEG OUPOYEV-
VNTIKEG VOOOUG enw@eAouvtal and ta e1dika
MPOYPAPATa KATApTIoNG Kal TIG ENIOKEWEIG
KAIVIKQV QVTAAAQYWY Mou NMpocQEPE! To Npo-
ypappa avtalayng tou ERN eUROGEN.

TEAOG, TO OIKTUO €XEl WG OTOXO va npoaydyel
TNV KAIVOTORIa otV 1atpIkA Kal va BeATIWoE!
™ dIdyvwon kai ™ Bepaneia twv aoBevwy pe
ONAvIEG KAl MOAUNAOKES OUPOYEVVNTIKEG VOTOUG
HEOW TNG oTpatnyIkng «Share. Care. Cures.

LYNTONIZTHZ AIKTYOY

Wout Feitz

Radboud University Medical
Center, Amalia Children’s Hospital,
Nijmegen, Kdtw Xwpeg
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Yuvepyaaoia otnv npagn

01 S1adIKTUaKEG MAQTQOPIIES, N TNAEIATPIKN Kal
Ta €PYAAEIQ NAEKTPOVIKWYV UNNPECIWV GTOV
Topéa tng uyeiag diadbpapatidouv noAutipo
pdAo atn dieukdAUvoN NG ouvepyaaoiag. Ta
EAA ouvbéovtal péow piag €I0IKAG NATQOpHag
TN, Tou cucTUaTog diaxeipiong TwV KAIVIKWV
debopévwy Twv aabevv (CPMS), piag diadi-
KTUAKNG EQApUoyng KAIVIKOU AoyIopIKoU nou
ENITPENEI OE NAPOXOUG UYEIOVOIKAG NepiBai-
wng and 6An v EE va ouvepyadovial eIKovika
yia tn didyvwaon kar t Bepaneia acBevwv
HE ondvieg, xapnAou eninoAacpol kal moAU-
MAOKEC VOOOUG.

O1 ouvToVIaTéG Tou SIKTUOU HNopouyV vVa OUYKa-
AOUV «EIKOVIKEC» OUHPBOUAEUTIKEG EMITPONES
€CEI0IKEUPEVWOV 1ATPWV 01 0Moiol XpNalponol-
oUv gpyaAeia TNAEIaTPIKAG via va eEetdoouv

v Katdotaon tou acBevoug pe otéxo t did-
yvwon Nt Bepaneia. Autd enitpénel oToug
enayyeALatieg oTov Topéa NG uyeiag, ol onoiol
naiaidtepa Ba diaxeipidoviav ondvia kai NoAU-
NAOKQ MEPIOTATIKA OE anopévwaon, va cupfou-
Agvovtal opdTipoug 161koUg kal va {ntouv
deutepn yvwun and évav ouvAdeAPo. Kevipiko
XAPAKTNPIOTIKG AQUTWY TwV EPYAAEiWY €ival n
diaketoupyikdtnTa.

Xdapn otnv npéodo Nou onNEILVETAl OTOV
TOPEQ TWV PBIVIEODIAOKEWEWY, N YEWYPAPIKN
tonobBeaia bev anoteAel NAéov eundoIo yia Ty
epyaoia oe €€ anootdoewg opadeg. Ta diktua
xpnaipionololv eniong e181ka cuotpata yia v
KOIVA XPNON 10TOAOYIKWY OEIYHATWY M AneIKo-
Viogwv UPnANG avaAuong Nou apopouy MoAU-
nAoKeG Nabnaeig, Ta onoia pnopouv eniong

Y UVOEDEPEVOI ETAipOL

Y1ox0G Twv EAA €ival va npoapépouy npaypa-
TKN NpooTiBépevn afia o€ 6Aa ta Kpdtn AN
¢ EE. H oxetukn vopoBeaia divel th dbuva-
TOTNTA 0€ XWPEG NoU OEV eKNMpoownouval
O€ EYKEKPILEVO EAA va CUPIETEXOUV PEOW
napOxwyv UYEIOVOLIKAG NepiBaAwng nou e€ou-
olobotouvtal ano 1o OIKeIo KPATOG PEAOG WG
«auvdedpevas Kal/n wg «auvepyaldpevas
€0VIKA kévTpa.

Ta kpdatn péAN pnopei eniong va eniBupolv
va opigouv €6VIkG KOUBo ouvtoviouoU yia va
Bpioketal oe enagpn pe 0Aa ta EAA. To oup-
BoUAIo TwV Kpatwy PEAWY Twv EAA opilel to
KoIvo MAQiolo yia Tov opIoUo Kal TNV eVow-
HATWaoN autou Tou €iboug KEVIpwy ota EAA.
Qotdoo, eival NoAU onpaviiké o 0pIoHOG TwV
ouvbedepévwv €Taipwy anod ta kpAm péAN va
NPayHatonoleital HEow avoixtwy, diapavwyv

va xpnalponoinBouy yia T dnpioupyia evog
apxeiou NEPICTATIKWY YIA NEPAITEPW HEAETN.
To CPMS kaAUntetal and tnv eupwnaikn kai
€BvIKn vopoBeaia oxeTIkA e TNV Npoataaia
TV dedopEvwY NPoowWIKOU Xapaktpa Kal
Ta dikalwpata Twv acBevwyv otnv 1I01WTIKNA
Qwn (TKNA).

MNa napdderyua, étav Koivorolouvial Pe acpd-
Agla naBoAoyikd i aktivoAoyikd otoixeia, Ta
HEAN Tou OIKTtUou pnopouv va cuvbeBoly, va
douv TG anelkovioelg kal va urnoBdaAouv oxaé-
Ala o€ éva KA€I0TO nepIBArov. O Bepanwy
1atpéc e€akoouBel va eival unelBuvog yia Tov
aoBevn Tou, aMa pnopei va enweeAeital and
10 EAA Xpnoiponolwvag 1o we éva NoAUTIHO
Kal UNOOTNPIKTIKG HETO.

kal agioniotwy d1adikaoiwy, evw 6Aa ta EAA
npéner va 6iabétouv évav aapn atoxo noAl-
TIKAG YIa TNV eVEPYO DEOEUON KAl CUPETOXN
TV ouvbedePEVWY eTaipwv.
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EAA yia veupopuika voonpata
(ERN EURO-NMD)

Ta veupopuikd voariuata (NMD) sugavidoviar and tnv npwipn naidikn nAikia €wg tnv

uatepn eviAikn {wn kai xapaktnpiovtal and puikn abuvapia kar atpo@ia. Mnopei eniong va
ouvbéovtal e dAAa oupntwpara, 6nwg Kénwaon, novo, poubiaoua, TUuPAwan, buakoAieg atnv
katanoan, buakoAieg atnv avanvon kai kapbiondBeieg. Ta NepICOOTEPA VEUPOLIUIKA voonuata
kAiuakwvovial kai kataBdAAouv tov opyaviouo, npokaAwvtag peiwaon tou npoadoKiou Kai

N¢ noIotntag {wrig.

YNdApxouv onpavIika Keva kal aviootnteg 6oov
agopa tnv npdoBacn oe didyvwon kal Bepa-
neia og 0AOKANPN TNV Eupwnn. INpavtikég
MPOKANGEIG yia TN BEATILON TwV anoteAeoud-
TWV anoteAoly, petatl aMwy, n kaBuotépnon
napanopnig and v npwrtoBdbpia nepiBaiyn
oe e€e1bIKeUPEVO KEVTIPO Kal n Siaxeipion TG
pet@Baong and tig naidIaTpikEG UNNPETIES
0TI UNNPETTEG EVNAIKWV.

To EURO-NMD evwvel Toug Kopupaioug e161-
KoUG TG Eupwnng e oToX0 va Napéxel oToug
aoBeveic npdoPBacn oe eCeIbIKEUPEVN NEPI-
BaAyn péow €IKOVIKNG Kal did {wong eéta-
ong and yiatpd. To &iktuo €xel wg otéxo va
LIEIOEI TOV XpOVOo didyvwaong, va BeATIaE! T
dlayvwoartikh andboon kal va aughael Ty npo-
ofBaon o€ katdAANAeC peBodoug nepiBaiyng.

To npwto e€aunvo tou 2021 cuvolika 12 882
véol aoBeveic oupBouAeUTNKaV TOUG OUVEPYA-
1€¢ ToU EURO-NMD Kal o1 ouvePYATEG OULIE-
Teixav oe 258 KAIVIKEG dokipég. And o 2018,
0 apIBudC Twv VEWY aoBevwyv Nou cupBou-
AeUovTal ouVePYATEC Tou BIKTUOU aughonke
Katd 37,5 9% Kai N GUHKETOXM TWV OUVERYATWV
ToU EURO-NMD o€ KAIVIKEG HOKILEG auENBNKe
Katd 63 %.

EnmnA¢ov, 1o diktuo avantUooel OUVEXWG VEEG
KateuBuVTNPIEG YPAUES KAl MAPEXEl OTOUG
ENAYYEALATIEG TOU TOpEQ TNG UYEIQg Kal OTOUG
aoBeveig NANpoPopieg BEATIOTWY NMPAKTIKWY
€101KEC yia KABe vooo. H yvwan nou napdye-
Tal kal peAetdatal and to diktuo eival eupéwg
d1aBéaoiun oto 61adiktuo kal pécw b1adIKTu-
KWV oepIvapiwy nou diatiBevial ato Koo,
KaBWG Kal Péow epYaAEiwV NAEKTPOVIKWV
UNNPECIWY OTOV TOPEA TNG Uyeiag, 6nwg ol
oudntoelg ato CPMS. Eva cUatnpa diaxeipi-
ong pdadnong (LMS) nou Baoietar oto Moodle
Bpioketal und kataokeun.

Me Bdaon pia 1oxupn KAnpovopid cuvepyaoiag,
10 OiKTtuo ouvexilel va Npowbei ouvepyaoieg
e n duvardtnta va nynBouv g avantugng
¢peuvag kal Bepaneiag yia v ikavornoinaon
TWV Avaykwy Twv acbevwv nou dev €xouv
akopa KaAueBei. H npowBnaon tng diakpatikig
avialayng dedopévwy Péow deoviohoyika
APTIWV Kal UPNANG NOIGTNTAG PNTPWWY Kal
NAQTPOPHWY EPELVNTIKWY SedopEvwY ano-
TeAel eniong NpotepaldTnTa.

LYNTONIZTPIA AIKTYOY

Ap Teresinha Evangelista
Sorbonne University — Pitié
Salpétriere Hospital — Assistance
Public Hopitaux de Paris, laAAia




Eupwnaikn
Enitponn

EAA yia naBnoeic twv
uatiwv (ERN-EYE)

O1 anadvieg nabnaeig twv patiwv anoteAouv t Baaikn artia twv npofAnudtwy 0pacns Kair tUPAwang
o€ naibid kai veapoug evidikeg atnv Eupwnn. MNepioadtepeg and 900 ondvie¢ nabnoeig twv
Hatiwv ouykataA€yovial otnv nuAn yia tig onavieg voooug Kai ta opgavad edpuaka (ORPHANET),

Epyacto ue agbevelc mov Thoyovy amb omdvies ke molmhokeg véaovg younhol emimolaapod

oupnepiAapBavouévwy rnio diabebopévwy acBeveiwyv onws n peAayxpwaotikn aueiBAnatpogibondbeia

—1n¢ onoiag o ernoAaoudg unoAoyiletal o 1 npo¢ 5 000—, kaBw¢ Kai opiouEvwY MoAU andviwv
nabnoewv nou exouv Kataypapei Lovo pia rn uo gopeg atnv iatpikn BiBAioypaeia.

Y€ OTeEVN OUVEPYAOIa LIE TIG EUPWNAIKEG OUA-
bec unoatpIEng aoBevwy, To ERN-EYE efeta-
(el QUTEG TIG NABNOEIC OE TEOTEPIC BEPATIKES
ouAadES: ondvieg NaBNoEIg Tou au@IBANCTPOo-
€160U¢ x1Twva, onavieg veupo-opBaApoloyi-
KeG Nabnaoeig, ondvieg Nabnaoeig NaidiatpIkng
opBaApoloyiag kal onavieg Nnabnoeig Tou
npdaBiou nuipopiou. EMinAéov, €€1 biatopea-
KEG opadeg epyaaiag e€etdouv ntpata nou
eival KoIvd yia TG TECTEPIG KUPIEG BEUATIKES
opAdEC. AMEC opddeg epyaaiag eotialouy
0€ OUYKEKPIUEVOUG TOHEIG OMWC Of YEVETIKEG
€€ETAOEIC, TA UNTPWQA, N €peuva, n exnaideuan,
N €NIKOIVWVIa, o opAdeg xapnAng 6pacng kal
aoBevwv kabwg Kai n €BvIKN evowpdtwan.

‘Eva ano ta nio onpavtikd epyaieia twv EAA
eival o CPMS, pia nAat@dpua T €IKOVIKAG
KAIVIKAG € €va oUvoAo dedopévwy €101KA yia
TG ONAvieC Nabnaoeig Twy paticv. To ERN-EYE
ENIKEVIPWVETAl 0TN BeATiwon g didyvwaong
Kal TG nepiBaAyng twv acBevidv g€ 0AGKANpN
v EE péow g oUvbeong kai tng eniteugng

BIKTUWV EPNEIpoYVWHOVWY, OTNV aviaAhayn
YVWOEWV Kal MANPOQOPIWY, TNV avantugn
NpoypaupATwy eknai®euong Kal Katdptiong
onwg dladiktuakd oepivapia i npoypaupata
NAEKTPOVIKNG PABnong (e-Learning), otn
dnpioupyia evédg eupwndikoU diakertoupyi-
KoU pntpwou (REDdistry) kai otnv avantuén
KateuBuVTNPIWVY YPAUHWY Kal eyypapwy BEA-
TIOTWV NPAKTIKWY.

ZYNTONIZTPIA AIKTYOY

KaBnyntpia Héléne Dollfus

Hépitaux Universitaires de Strasbourg,

faAAia
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EAA yia yevetika ouvdpopa nou
EVEXOUV Kivouvo dnpioupyiac OyKwv
(ERN GENTURIS)

Ta yevetika auvbpoua rou eveéxouv tov kKivbuvo napaywyng Oykwv eival biatapaxeg atic onoieg
KANpoVoLIKEG yeveTikég napariayeg dbnpioupyouv eydAn npobidBeon oe dropa yia tnv avantuén
Oykwv. To Moooato Tou KIVOUVOU ELIPAvIonG Kapkivou Katd tn OIGpKeIa TG {wrg LNopei va Qravel
kai to 100 %. lNapdAo nou undpxel ueydAn diapoporoinon ota cuotAUAaTa opyavwy rnou Urnopel

va npoafBAnBouyv, ta dropa rnou ndoxouv and auteg TI¢ NabroeIC avTUeTwni{ouV napoLIoIeg
npokAnoeig: kaBuotépnon otn bidyvwan, EAAewn nNpéAnwng yia Toug acgBeveig Kal TOUG UYIEIG
OUYyYeVElg, kaBwg kai kakn diaxeipion tng Bepaneiag. Autr tn atiyun, LHOvo Lia LIKPn LEovOTnTa
atopwV LE YEVETIKA aUuvOpoLa rnou EVEXOUV TOV KivOUVO napaywyrc OyKwv éxouv 8iayVwoTtel.

To ERN GENTURIS epyadetar yia tn BeAtiwon
NG avayvwpIong autwy Twv ouvopodpwy, TNV
€AaxXIoTONoiNGN TNG ANOKAIONG TWV KAIVIKWV
anoteAECUATWY, TOV OXEDIAONO Kal TNV €pap-
poyn Kateubuvtnplwy ypappwy g EE, tnv
avantugn tou untpwou GENTURIS, v unooth-
pIEN TNG €peuvag Kal v evioxuaon tng Béong
Twv aoBevwov. To biktuo exnaibevel To kové kal
TOUG ENayYEALATIES TOU TOUEA TNG UYEIC Héow
TOU 10T6TONOU TOU, 0PYAVWVOVTAG TAKTIKA dia-
dIKTuakd oepIvapia kal pabnpata kai evoap-
pUvovTag TNV aviaAAayn BEATIOTWY NPAKTIKWVY
o€ 0AOKANPN TV Eupwnn. Ba BeAtiwbei téoo
n €IKOVIKA 600 Kal n di1d {wong npdofacn

LYNTONIZTPIA AIKTYOY

Ka@nyntpia Nicoline Hoogerbrugge

Radboud University Medical Center
Nijmegen, Kdtw Xcwpeg

otn dieniotnpovikh NepIBaAwn, Le otéxo Ty
Kolvonoinon kal T oudhtnon NOAUNAOKWY
neplotatikwy. To diktuo eviaxUel Ty noidtnta
Kal TNV EPUINVEI TWV YEVETIKWV ECETATEWVY
Kal aUEAVEI TN CUPUETOXN TwV aoBevwy o
MPOYPAUHATA KAIVIKWV EQEUVIDV.

To ERN GENTURIS ouvepyddetal pe GAAa EAA
yia T BeAtiwon g nepiBaAyng Twyv aobe-
VWV LIE YEVETIKA 0UVOPOIa MOU EVEXOUV TOV
kivbuvo napaywyng Gykwy, ol ornoiol NAcxouv
and Nabnoeig Nou EpNINTOUY OTO ENICTNHIOVIKG
nedio dAhou diktUou.




>uvtovidovtac eva Eupwnaiko

Epyacto ue acbevelc mov Thoyovy amd omdvies ke morbmhokeg voaoug younhob emimolaopod

Aiktuo Avagpopdc

Kkabnyntpia
Hélene Dollfus

H kaBnyntpia Hélene Dollfus eivar kabnyntpia 1atpIkAG YEVETIKAG Kal aUuuBouAog 1atpikng
yevetikng ato lNMaveniotnuiaké Noogokopeio tou LtpaoBoupyou (HUS) atn laAAia, érou eivai
EMIKEQPAANG TOU TUAWATOC IaTPIKNG YEVETIKNG. Eival n ouvtoviotpia tou ERN-EYE and tnv ibpuan
Tou to 2017 ka1 €ni Tou Napovtog npoedpevel TNG opddag ouviovioTwy Twv EAA.

«0 auvtoviaudg evog EAA, o€ ouvepyaaoia Lie
v Eupwnaikn Entponn), eivar pia LeydAn
nepineteia», bnhwvel n kabnyntpia Dollfus. «To
biktuo elvar e€aipetikd kaivotopo Kar KaAurtel
&va eupU pdopa npwrtoBoulicdv nou enike-
vipwvovtal atnv nepiBaiyn twv aoBevav.
Mpokertar yia pia tepdaotia npokAnon, aAAd
oAU ouvapnaadtikn, Kar apxioupe va BAE-
OULIE OPIOIIEVA UNOOXOLEVA ArOTEAETLITA.

H kaBnyntpia Dollfus eival nepngpavn nou
10 ERN-EYE avtanokpivetal ato 16putikd Tou
opapa. «To yeyovog Ot €161koi ae andvieg
opBaluikéc nabnoeig and 6An v Eupwnn
ouvepydatnkav uno tv kaBobrynon g e€ai-
PETIKA apOoOIwEVNG BIOIKNTIKAG Ag Opd-
bag anotelei oroubaio enitevypas, eEnyel.
«ErnAgov, o1 exknpdawriol twv acBevv givai
atnv Apayuatikotnta onuaviikol ouvepyd-
TEC L€ TOUG 0roiou¢ BpIoKOLAcTE OE OTEV
ouvepyaaia. Exw tnv aiobnon ot éxoupe non
LIdBel moAAd o évag and tov dAAov kar éxoupie
MPOETOILAOE! TO £€6AMOC yia TNV EMITUXIA TOU
ERN-EYE oto [iEAAOV».

H kabnyntpia Dollfus éxi povo dieuBuvel To
ERN-EYE, aAAd@ eni Tou napovtog eivail kal n
npdéedpog TG 0pAdAG CUVTOVIOTWY TwV EAA,
n onoia CUYKAAE( Kal Toug 24 CUVTOVIOTES
yla va oudnTNooUV KOIVEG MPOKANTEIG Kal va

HolpaotolV euneIpie. «Bpiokopaate o€ £va
evbiapépov atdbdio doov apopd v avdrtuén
1wV EAA. MropoUue va eKTILNOOULIE Kal va
a&loAoyrooupe ta ertedyara tng npwing
MEVIAETIOG LIE APKETT) IKavorioinan, aAAd nAéov
repvALe o€ ia véa rnepiodbo enektaonc n oroia
Ba anartrioel bIEUpULIEVEG OLAbEG BIaxeipiong
Kal NEPICOGTEPOUC NGPOoUC Yid TN atrpién Twv
ENayyeALIaTIOV TOU TOLED TNE UYEIOSC WaTe
va rnapéxouv 6Ao Kai rio anoteAECUATIKEG
Unnpeaie¢ o€ aobeVeiG LIE OnavIEG VOOOUG»,
avagépel.

An6 tov lavoudpio Tou 2022, Ta nepIoootepa
EAA éxouv Touhdxiotov dINAaoiaotel o€ péye-
Bo¢ kabwg npootiBevial nepioodtepa pPEAN
and 0An tnv EE. «H evowpdtwon twv EAA
ota ouTALIATa UYEIOVOLIKNG NEpIBaiyng twv
KpatwvV LEAWV gival iia onpaveikn npokAnan
riou 0Aor emBupioue va entuxoue. Or aviaA-
Aayéc Katdptiong anotéAeoav onuavtikn eni-
TUXIa Kal ol MepIoaoTEPOI and eLIAS Napdyoupe
Kal EMKAIPONOIOULIE OUVEXWG KaTEUBUVTNPIEG
VPauES», avagépel n kaBnyntpia Dollfus.

«Q¢ EAA, atoxoc pag eivar ta bebopeva yia
I ondvieg vOOoU§ va KoIvorolouvial 00
10 buVaToV eUpUTEPA LIEOW Tou auéavopie-
vou apiBLoU UNtpwwy, rnpog 6QeAog téoo
Twv aoBevdv 800 kai Twv 1atpav. EmBupia

uac eivai va 60ULIE EVIOXUEVEG EDEUVITTIKES
ouvepyaoieg ae 0AdkAnpn v EE —oxi Lovo
yVIa KAIVIKEG GOKIIEG, aAAd kal yia eniatnLIovIKn
épeuva, auunepiAapBavopévwy twv e€eAiEewy
atn YoVISIWLATIK».

H kaBnyntpia Dollfus npooPAénel oto endpevo
otddio avantugng twv EAA. «Opauatiopar pia
anpOoKoITT, OUVEKTIKA Kal napaywyikn edaon
wpipavans yia OAeg T opddeg twv EAA, e
napdAAnAn eknAnpwaon t¢ anootoAng pag
yia napoxn) rnepiBaync o€ kdBe aobevi e
ondvia véoo atnv EEs.

29



o Epyacto ue acbevelc mov Thoyovy amd omdvies ke morbmhokeg voaoug younhob emimolaopod
Eupwnaikn
Enitponn

EAA yia pn ouxveg Kal onavieg
kapdionaBeiec (ERN GUARD-Heart)

O1 andvieg kapbiondBeieg unopei va ekbnAwbBouv ae 6An t bidpkeia g {wrg evog atopou Kai
0l NEPICOOTEPEG anod auteg eival ouvriBwC eite YeVETIKES (KANPOVOLIKES) diatapaxec ete auteg
rou avantugoovial Katd tnv uppuoyévean (ouyyevei kapbiakeg avwpalieg). O nabnoeig auteg
xapaktnpidovral and €va eupy eAoua cupNTWUdTwWVY Kal anpeiwy nou noikilouv oxi Lovo and
vdoo o€ vooo, aAAd kai and acBevr) oe aoBevn. O NepIoodteEpeg and autég Ti¢ kapbiondBeieg
evexouv peydlo kivbuvo Eapvikou Bavdrou ae veapn nAikia, v Lnopel va eugaviatouy o
katd ta dAAa vyin droua.

30

To ERN GUARD-HEART éxel npoadlopioel névie
Bepatikd nedia: olkoyeveig NAEKTPIKEG Nadn-
O€IG 0€ €VAAIKEG Kal NaidId, OIKOYEVEIG puo-
kapdionabeieg o€ evAIKes kal Naidid, €181KEG
NAEKTPOPUOIOAQYIKEG NaBnaelg oe naidid, ouy-
YEVEIG kapdIakEG avwpaAieg Kal GAEG ondvieg
kapbiondBeiec. Autd ta Bepatika nedia axko-
AouBouv tn b1EBvA tagivépnon véowv (ICD10)
kal to Orphanet kal UNOKeIvVTIal aTIG KAIVIKEG
KateubuUVTAPIEG YPAULES TG Eupwndikng
Kapdiohoyikng Etaipeiag (ESC).

To biktuo emibiwkel va evioxUoel TOV OUVTOVI-
ou6 ePNEIPOYVWOIag Kal MOPwWY, NPOKEILEVOU
va O1EUKOAUVOET N GUYKEVTPWON TNG OIEMITTN-
HOVIKAG YVWGNG N 0roia 0Tn GUVEXEIQ XapTo-
ypaoeital kal diadibetal ato KoIvo.

O1 unnpeaieg uyelovopIkng NepiBaiwng napé-
XovTal HEoW WIag KOIVAG MAatpoppag nAe-
KTPOVIKWY UNNPEDIWV OTOV TOREA TNG UYEIAC,
n onoia diac@aAilel v eupUtepn NpdaBacn

TwV aobevwyv o€ euneipoyvwaia Kai enay-
YEALATieG ToU Topéa NG uyeiag ae OAn tnv
Eupwnn. Me tnv evioxuon tng otevotepng
ouvepyaoiag petal Twv €10IKWY, anoktdrtal
Kal avtaAAGooeTal véa enioTNEIoVIKA Yvwaon
yia v unootpién g avantuéng véwv dia-
YVWOTIKWY Kal Bepaneutikwv d1adikaciwy,
KaBwg Kal yia TNV Tautonoinan véwv onaviwyv
Kapbdionabeiwv.

KaBnyntig Arthur A.M. Wilde
Amsterdam University Medical

Centre, Auotepviay, Kdtw Xwpeg
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EAA yia ouyyeveic duonAaoieg Kal

OMAvIEC VEUPOavanTtuglakeS avannpieg
(ERN ITHACA)

To ERN ITHACA (Nontikny uatépnon, tnAglyeia, autiopog Kai ouyyeVveic avwualAieg) annxei
biayvwartikn «0buaaeia» nou Bikdvouv noAroi acBeveic pe avantuélakeg avwpalies. To biktuo
OUYKEVIPWVEI nepioodtepa and 70 tunuata KAIVIKAG YEVETIKNG g€ akabnuaikd voooKouEia

¢ EE, ouunepiAauBavouevwy €1bikwyv ae anavieg veupoavamtuélakeg biatapaxeg (NDD) —
Kupiwc biavontikn uatépnon kai diatapaxr Tou ¢douatog tou autiopou (ASD)— kabBw¢ kai o€
onadvieg noAAanAég ouyyeveic avwualieg.

To ERN ITHACA kaAUnTel TV KAIVIKA Kai Bio-
AOVIKA/YEVETIKA DIAYVWON AUTWV TWV ava-
MTUEIAKWY aVWHAAIWY, TOV OUVIOVIOUS TNG
dieniotnpovikng nepiBaiwng kal Bepaneiag,
KaBwg Kal TNV NpoyevvnTikA didyvwaon Kal
v euPpuikn naboAoyia.

01 onavieg avantugiakég avwpalieg ennped-
{ouv NoAAG naidid kal evhAIKeG —yia napd-
derypa, nepinou to 2 % twv veoyvwyv Ba
nAoxouv and VONTIKA UCTEPNON Kal TOUAA-
xIoTov 10 1 % ano diatapaxn Tou GpAcpatog
TOU auTIoHoU (LE M Xwpig vonTIkA uotépnaon).
Mepinou To ANIOU TwV acBevv JE VONTIKA
UOTEPNON Kal NMEPITOOTEPOI anod €vag oToug
béka e diatapaxn Tou PACHATog ToU autl-
opoU €Xouv JoVoYOoVIDIaKN N XPWHOCWHIKNA
diatapaxn. ‘Eva ota 40 Bpépn ndoxouv ano
ouyyeveig duonAaacieg, ouxvd wg LEPOG oUV-
Betwv ouvdpdpWY Mou Napouaiddouy Kar veu-
poavantuglakeg diatapaxég. Exouv neprypagel
neploootepa and 5 000 ondvia ocuvopopa.

To ERN ITHACA evovel 1aTpikoUG ELNEIPOYVW-
LIOVEG Kal EKMPO0WNOUG TWV EUPWNAIKWY
opdAdwy UNoatPIENG aoBevwy, NApEXoVTag
oUAAOYIKNM UNooTthpIEN yia KAIVIKA €peuva,
efaopalidoviag opopwyvia kal kataptido-
VIOG KATeUBUVTINPIEC YPAUPES WG NPOC TIG
BEATIOTEG NPAKTIKEG Kal BeEATILOVOVTIAG TNV
gykaipn didyvwon, tnv nepiBaiyn kai tn
Bepaneia twv agbevwv. To biktuo €xel eni-
ong dNUIOUPYNOE! TO UNTPWO acBevwv NG
AieBvouc BiAIoBAkng NonTikAg Yotépnong
kal Avantuglakwy Avwpaliwv (Intermational
Library of Intellectual disability and Anomalies
of Development — ILIAD).

To bikTuo avantiooel TNAEIATPIKA Kal TNAE-€-
pneipoyvwaoia yia va S1EUKOAUVET TIC GUA-
AovyikéG oulnTtnoelg PeTagy yiatpwy nou
npaypatonololV yVwUATeUoEI§ Kal EPEUVN-
TWV o€ 0An TNV EE kai dnpioupyei epyaieia
KaTAPTIONG Kal NAEKTPOVIKNAG LABNoNg yia enay-
YEALIATIEG TOU TOPEA TNG UYEIAG, LN €18MUOVES
Kal EUPWNAIKEC OPAdEG UNOOTAPIENS aoBEVLIV.

KaB®nyntig Alain Verloes
Université de Paris & Assistance
Publique-Hbpitaux de Paris,
Hépital Universitaire Robert-Debré,
Mapioi, faAAia
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EAA yia KANpoVOpIKEG PETABOAIKEG -
oiatapaxec (MetabERN)

Ta ondvia kAnpovouikd petaBoAikd vooruata, ta oroia otov apiBLo toug eivai
nepioootepa and 1 400, ivar pyepovwuéva anavia, aAAd oe ouvoAiko eninebo ouxva.
[MoAAd petaBoAikd voonuata éxouv goBapéc —EPIKEG POPEG aneIANTIKES yia tn {win—

EMIMTWOEIC yia Toug aogBeveic. Auteg ol nabnoeig nepiAapBdvouv diatapaxeg OAwv twv
opydvwyv, unopouv va npoofBdAouv droua kdBe nAikiag kar anartouv dieniatnoviKn

ouvepyaaoia petalu noAAwv enayyeAuatiwv.

H éykaipn didyvwon pnopei va BeAtioel ta
anoteAéapata, aAA@ HOvVo To 5 % TwV YWwotwy
oNAviwv KANPOVOLIKWY LETABOAIKWY voan-
pdTwy oupnepIAapBavovtal autiv T atiyun
0Ta NpoypAaupata NPOANMTIKOU EAEYX0U TwWV
VEOYVWV 0NV Eupnn Kal undpxel avaykn
€VapUOVIONG TwV EBVIKWY NPoypaupdtwy.
Ma noAAa onavia KAnpovopikd HetaBoAikd
voonpata, 6ev UNAPXOUV YVWOEIG OXETIKA IE
TN (PUOIKN TOUG 10TopPIa, TNV anOTEAECUATIKG-
TNTA Kal TNV aopaAeia twv Bepaneiwy, evi n
pakponpéBeapun napakoAoudnaon eival EANINAG.

To MetabERN éxel w¢ atéxo va BeATIWOE TIG
{wég Twv atépwy nou npoofdaiiovial and
authv TNV eEaIPETIKA €teEpoyEVN opdda voowv
XwPICoVTAG TIG Og entd KUPIEC Katnyopieg. To
HiKTUO anoTeAET TO Mo OAOKANPWEVD, Naveu-
pwnaikd Kar pe yvwpova tov acbevn diktuo
via 6Aa ta petaBoAiKa voonpata, To oroio éxel
WG OTOXO0 Va PETAPOPPWOEl TOV TPOMO HE ToV
onoio napéxetal nepiBaiyn oe aoBeveig pe
ondvia KAnpovopikd petafoAikd voonpata
otnv Eupwnn.

To MetabERN xpnaipionolei to ouotnpa diaxei-
pIONG TWV KAIVIKWV dEbOpEVWV Twv agBevwv
(CPMS) w¢ nAatpdppa napanopnig yia dia-
dikaaieg AMYNg KAIVIKWV ano@Aacewy Kai yia
NV NPowBnan dIEBVIKWY EPEUVNTIKWYV MPo-
ypaupdIwy yia 6Aa ta ondavia KAnpovouikd
petapoAikd voonpuata. Me 1o nAnpwe A€Itoup-
VIKO Kal €VOMoINUEVO EUpWNAIKG PNTPWO ia
Ta ondvia KAnpovopika petaBoAikd voonpata
(U-IMD), to onoio avantuxBnke pe enixopn-
ynon ano tov ExkteAeotikd Opyaviouo yia Toug
KatavaAwtég, v Yyeia, i Fewpyia kail ta
Tpdpiua (CHAFEA) tng EE, o MetabERN napda-
Vel anoteAeopatikd dedopéva aobevwyv yia
€PEUVNTIKOUG O0KoMoug. Autd kaBiota duvath
N Aentopepn agloAdynaon tNg pUGCIKNG I0TO-
piag Twv ondviwy KANPOVOUIKWY LETABOAI-
KWV voonpatwy, kabwg kai tn diepedvnon
NEPAITEPW EPEUVNTIKWY {NTNUATWY, CULNEPI=
AapBavopévng tng avaAuong MpoonTIKWY yia
NPOANMTIKEG Kal BepaneuTikég enepBdoeig oe
aoBeveig pe ondvia kKAnpovopIKd PeTaBoAikd
voonpata. EninAéov, 1o U-IMD eival To npwto
un napepBatikd PNTpwo napatnpnong ace-
vV nou nepiAapBdver ta 1 400 kar nAéov
ondvia KANpovopIka pJetaBoAikd voonuata.

ZYNTONIZTHZ AIKTYOY

KaBnyntig Maurizio Scarpa
Udine University Hospital, Udine,
Italia
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EOVIKEC NOAITIKEC Via TIC
Onaviec vOooucg

Ta kpdtn péAn tng EE éxouv tnv npwtapxikn euBuvn yia tnv opydvwan Kai tnv napoxn
UnnpeaIwyV Uyeiag Kai 1atpikng nepiBaiyng ot oikeieg xwpeg. H noAitikn tng EE yia tnv uyeia
otoxevel va ouunAnpwaoel g e6vikég noAitikég, va diaopalioel tnv npootaoia tng uyeiag oe
OAec i noAtikeg tng EE kai va epyaotel yia tnv eniteuén piag Eupwnaikng Evwong Yyeiag.

To 2009 10 Eupwnaikd ZupPBoUAio Twv
Ynoupywv Yyeiag ouvEoTNoe oTa KPAtn WEAN
va KatapTioouv Kal va epappdoouy oxedia n
OTPATNYIKES Yia TNV UNooTtpIEn acBevv nou
néoxouv ano ondvieg véooug. Autd ta oxedia
Ba npéner va oxediaatouv €101 WOTE:

* va kaBobnyouv kai va diapBpwvouv dpaceig
OXETIKA E TIC ONAVIEG VOOOoUG OTo MAaioio
TWV €BVIKWY CUOTNUATWY UYEiag kal Kol-
VWVIKNG aopdAEIag,

Va EVOWHATWO0oUV NPWTOBOUAIEG O€ TOMIKO,
NEPIPEPEIAKO Kal €BVIKO eninedo o€ oxédia
M OTPATNYIKES e okond TN H1acpAiion oAo-
KANPWEVNG NPOTEYYIONG,

» va kaBopioouv dpdceig NpotepaldtnTag pe
0TdX0UG Kal pnxavigpoug napakoAoudnang.

To npdypappa EU4Health 2021-2027 napé-
XEl XPNUAToddTNON €pywv yid T oTAPIEN Twv
KPATWV HEAWY WOTE Va EQapUocouy ta e0vIKa
ox€dia uyeiag ouppwva e To dpapa yia pia
Eupwnaikn Evwon Yyeiag. Ewg to 2022, 23
KpAtn péAN (ouv n EABetia kai n NopPnyia)
gixav eykpivel €Bvikd oxédia uyeiag yia Tig
OnNAvIeG VOOOUC.
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EAA yia tov naidiatpiko KapKl'v'c;
(aipato-oykoAoyia) (ERN PaedCan)

O naibiatpikdg kapkivog eivar andviog kai epupavicetal o€ noAAoug unoturnoug. KaBe xpovo og 6An
v Eupwnn, 35 000 naibid kai véor biayiyvwaokovtai e kapkivo kai 6 000 naidid pe kapkivo
neBaivouv — npokertail yia tnv kUpia Bavatngopa voao yia naidid nAikiag dvw tou VoG €TOUG.
[Mepiogdtepol and HIod eKAToLIUPIO LaKpoxpovia emdwvies tou naibikou kapkivou {ouv onuepa
otnv Eupwnn, pe ta dUo tpita and autouq va avtipetwni{ouv Lakpoxpovia npofAnuata vyeiag
Kal YuxokoivwVikd npoBAnuata Adyw tn¢ acBéveidg Touc.

Ta péoa nooootd eniBiwaong éxouv BeATIw-
Bei 11 TeAeutaieg bekaetie¢ —n nNpdodog yia
oplopéve nabnoeig ntav Beapatikn, v yia
AAAEC Ta anoteAéopiata Napapévouy anoyo-
nteutikd. O1 peyAAeG aviodTNTEG OTa N0oo-
otd eniBiwaong anoteAouv NpdkANGN, LE TNV
AvatoAikn Eupnn va onpeiwVel Xelpotepa
anoteAéopara.

To ERN PaedCan epyddetal pe otoxo tn BeAti-
Won TG NpdoBaong o€ UYEIOVOUIKA NepiBaiyn
UWNANG noiotntag yia naidid kar eprnpoug pe
Kapkivo Twv onoiwv ol Nabnaoeig anaitoluyv
eCeIdIkeupévn epneipoyvwaia kal epyaieia
nou dev eival eupéwcg diabBéaipa Adyw tou
HIKpoU apiBpoU Twv NEPICTATIKWY Kal AdYw
EMeIung népwyv. Baoietal ota naiaidtepa
¢pya ENCCA, PanCare kai ExPO-r-Net nou
xpnpatodotnBnkav ano v EE.

Yta péAn nepidapBavetar éva ioxupo diadpa-
otiké diktuo NaidlaTpIKwyY VOOOKOUEIWY Kal
povadwy nou eidikevovtal otn Bepaneia nai-
dlatpikou Kal epnPikou kapkivou. Madi pe v
Eupwnaikn Etaipeia Naibiatpikng OykoAoyiag
(SIOPE), ta npwtdkoAa napoxng kateuBu-
VINPIWY YPAPHWY TNE EUPWNAikNG NPATUNNG
KAIVIKNG NpakTikng (ESCP) éxouv Beoniotel wg
KoIvA avagopa yia npokatafoAikés Bepaneieg

0€ OAEC TIG PEYAAEG eykataotdaoelg Bepaneiag
Tou naibiatpikoU Kapkivou Kal pia EIKOVIKN
enTponn dykwv Naidiatpikng oykoAoyiag xpn-
olplonolel epyaleia NAEKTPOVIKWY UNNPECIWV
OTOV TOWEX TN UYEIag yia Ty aviahAayn epnel-
poyvwaiag kal oupBouAwy. H eknaibeuan kal
N Katdption evioxuovtal Péow diadIktuakwy
oepIvapiwy, ouvedplidoswy Kal npoypappd-
TWV aviaAAayng.

To ERN PaedCan kataBdaiel kdBe npoondbeia
yia TNV €NTeUEn 100TNTag ota anoteAéopata
Tou naibikoU kapkivou ge 6An tnv Eupwnn
Kal oUVOPALEl OTNV EQAPHOYN TOU OTPATN-
yIkoU oxediou tng SIOPE, To onoio atnpietal
oBevapd and v anooTtoAn Tou Npoypdu-
patog «Opidwv Eupwnns yia Tov Kapkivo, To
€upwNAikd Ox€6I0 YIa TNV KATtanoAéunon Tou
KapKivou Kal TN papUaKeUTIKN atpatnyikn yia
v Eupwnn.

To biktuo éxel w¢ atdxo va augnoel Ta Noco-
0Td eniBiwong Tou NaIBIKOU KapKivou Kai tnv
nolétnta {wng evioxUovag T cuvepyaoia, TV
€PEUVA Kal TNV KATAPTIoN, HE anwWTEPO OTOXO
TN PEIWON TWV UPIOTAPEVWY QVICOTATWY 000V
agpopd Ta nooootd enifiwong tou naidikoy
Kapkivou kai tig duvatdtnteg UYEIOVOUIKNAG
nepiBaAyng ota kpdtn péAn g EE.

ZYNTONIZTPIA AIKTYOY

KaBnyntpia dp Ruth Ladenstein
St. Anna Kinderspital & St. Anna
Kinderkrebsforschung, Auatpia
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EAA yia nnatikeC voooucg
(ERN RARE-LIVER)

O1 ondvieg Nnnatikeég voaol urnopouv va rnpokaAéoouv atabiakr BAdBn oto nnap rou odbnyef

o€ ivwan kai kippwan. O1 eMNAOKES NS Kippwaong unopei va obnyrioouv g Bavaro Kai,

o€ noAAEg nepintw e, n uovn anoteAeauatikn Bepaneia eivar n petapdoxeuon nnatog. H
KOMwan, 0 Kvnouog o€ xoAoatatikég nabnaeig, kar o novog kai 1o KoIAIako npnéilio o€ KUTTIKES

nabnoeig ennpeddouv anuavtikd tnv noiotnta {wng twv agbevav.

Ye naidiatpikoug aoBeveig, n kaBuotépnon atn
didyvwan Kal N un avantuén kal eniteugn twyv
Baoikwv avantugiakwy otadiwy anoteAouv
NPOCBETOUG NAPAYOVTEG MOU NEPINAEKOUY TNV
Karaotaon, napdaAAnAa e Tnv npdkANoN g
petdBaong otn Bepaneia katd v pnpPeia.

To ERN RARE-LIVER e€etadel tpeig katnyo-
pieg véowv: Ta autodavooa voonpara Tou Ana-
T0G, TN PETaBoAIKA atpnaia XoAneopwy Kal
TIG OXETIKEG NMATIKEG VOOOUG, KaBWG Kal TG
aMolwaelg otn dopn tou Anatog. To dikTuo,
yia NPWTIN POopA OTa XPOVIKA WV NNATIKWY
voowyv, Ba evowpatwoel PANPWE TNV nepi-
BaAwn yia Toug eVAAIKES kal TNV NepiBaiwn
yia naibid bivovtag éupacn oTi¢ avaykeg Tou
nAnBucopioy nou Bpioketal o€ petaBatikd ata-
610 Kal oTIC ENINTWOEIS YIA TIG OIKOYEVEIEG LIE
VEVETIKN didyvwon.

H avantuén enikaiponoinpévwy kateubu-
VINPIWY 0dnylwv anoteAei npotepaldtnta.
KateuBuvtpleg ypappéc yia v nepiBaiyn,
nou unootnpidovtal and tnv tunonoinon
Baoikwyv d1ayvwOoTIKWY Kal NPOoYyVWOTIKWY
eCetdoewy, epappoddovial oe ouvepyaaoia pe
v Eupwnaikn Etaipeia yia tn MeA€tn tou

‘Hnatog (EASL) kai tnv Eupwnaikn Etaipeia

Naidiatpikng MaotpeviepoAoyiag, Hnatohoyiag
kal Alatpoeng (ESPGHAN).

To ERN RARE-LIVER €xel WG 0TOX0 TNV avti-
HETWNION TWV CNPAVTIKWY NPOKANCEWY 600V
apopd v euaiotBNTonoinon Twv KAIVIKWV
IATPWY YIa TIG ONAVIEC NNATIKES SIaTapaxeég,
Kabwg kal tnv 1oétpn NpéoBacn o€ TAxEwg
€CeNloodpEVEC DEpanEUTIKES EMAQYEC.

Epyacto ue acbevelc mov Thoyovy amd omdvies ke morbmhokeg voaoug younhob emimolaopod

ZYNTONIZTHEZ AIKTYOY

KaBnynting Ansgar W. Lohse
Universitditsklinikum Hamburg-
Eppendorf, lepuavia
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Epyacto ue acbevelc mov Thoyovy amd omdvies ke morbmhokeg voaoug younhob emimolaopod

EAA via nabnoeig tou ouvdetikoU

I0TOU Kal TOU HUOOKEAETIKOU

ouotnpatoc (ERN ReCONNET)

O1 ondvieg naBnoeig Tou ouvOETIKOU I0TOU Kal TOU HUOOKEAETIKOU auaotnuarog nepiAauBdvouv
biapopeg aoBeveieg kal auvbpopa Le onUAvtiKES emntwoelg atnv eueia tou acbevn.
MepiAauBdavovial KAnpovouikég nabraoeig, ouotnuIKa autodvooa voonuara onwe¢ N oUaTnUIKA
okAnpuvan, ol UIKTEG nabnoeig tou ouvoeTiKoU Iatou, ol pAgyLovwbeIg 1blonabeic puondBeieg,
n adiapopornointn vooog tou ouvOEeTIKoU 10TOU Kal To avtipwao@oAinibiké auvdpolio.

To ERN ReCONNET avantuooel €va nAaiolo
yIa TNV Napoxri UPNAG MoiGTNTag, Kavotopwy,
Biwaolpwy Kal 106TIHWY NpotUnwy nepiBaiyng
Kal MPAkKTIKAG T oroio Ba NpoapEépel GToug
Eupwnaioug aoBeveic pe onavieg nabnoeig
TOU OUVOETIKOU 10TOU KAl TOU PUOCKEAETIKOU
ouotnparog kahutepn npdoBacn otnv Uyelo-
VOUIKA NepiBaAyn.

Xdapn otn cuvepyaoia PeTay Twv TaKTIKWY
HEAWY, TWV EKMPOCWNWY TWV EUPWMNAIKWY
opdadwv unoatPIENG aoBevwv Kal Twv Cuv-
bedepévwy etaipwy, o ERN ReCONNET éxel
€KMOVAoEl dNOCIEVCEIG Mo €xouv agloAoynBef
and opdtipoug kal nepidapBdvouy Tig NAgéov
NPOOQATEG KATEUBUVINPIEG YPAPHES KAIVIKAG
MPAKTIKAG, AVAYKEG eknaibeuong acBevwv
nou dev éxouv kaAuQBEi, BeAtioTonoinon Twv
HEBOdWV NepiBaAyng twv aaBevwdv kai Tg eni-
MWOEelg g navonpiag COVID-19 oug ondvieg
nabnoeig Tou ouvdETIKoU 10ToU Kal TOU PUO-
OKEAETIKOU ouaTnpatog. To diktuo éxel eniong
avantugel pia pebodolayia yia T dnpioupyia
0pYAVWTIKWYV HOVTEAWY doov apopd TG HeBo-
doug nepiBaAyng twv acBevwv e onavieg
vOOo0UG, Jia EUpwdikh UNOdoUN UNTPWOU yid
v evappévion twv dedopévwy yia Tig ond-
VIEG NaBNOEIC Tou ouvdeTIkoU 10TOU Kal ToU
UOOKEAETIKOU OUOTALATOC, N oroia oTtoxeUel
oTtnV £voroinan AWV Twv UQICTAPEVWY Kal

npdoeara dnuIoupYNBEVTIWY UNTPWWY OXE-
TIKA PE TIG ondvieg Nabnoeig Tou ouvOEeTIKoU
10TOU Kal TOU UOCKEAETIKOU GUOTNUATOG O
OAn v Eupwnn, diadiktuakd oepivépia yia
€NayyeALIATiEG TOU TOPEA TNG Uyeiag kal aoBeveig
OXeTika pe ta Bépata tou ERN ReCONNET kal
eKAAIKEUPIEVEG EKDOOEIG TWV KATEUBUVTAPIWY
YPAUHWY KAIVIKAG MPAKTIKAG.

01 eKNPAOWNOI TWV ACOEVWY CULLETEXOUV
€VePYA 0 OAEC TIC SpaatnpIdTNTES Tou ERN
ReCONNET, 6iadpapatidovtag Baaikd pdAo
otn ouvtagn kai v enaveggtaon dnpoaied-
OEWV, NAPEXOVTAG OUCIATTIKEG MANPOPOPIES
OXETIKA LIE TIC QVAYKES TwV aoBevwv yia BeA-
Tiwon Twv peBddwy Kal oupBailoviag ot
BeATiwon Twv yvwaoewy kal g diaxeipiong
TWV VOOWV. ZULLETEXOUV TOO0 WG OLIANTEG
000 KAl W¢ aKPOaTéC o€ dIadIKTUaKA GepIvapIa,
EKMOVOUV eKATIKEUPEVEG EKOODEIC OnpoaIEU-
ogwyv, unoatnpidouv diadikaaoieg afloAdynang
via véa PJEAN Kal CUPETEXOUY aTtn dloiknon.

H otevi ouvepyaoia Twv diapdpwy evbiape-
POPEVWYV MOU CUPLETEXOUY OTO HIKTUO avTinpo-
ownevel pia and Tg KUpleg NpooTiBépeves agieg
Tou ERN ReCONNET, 10 onofo Ba ouvexioel va
BeAuwver T {wn Twv avBpwnwy nou ouv Pe
onavieg Nabnaoeig Tou oUVOETIKOU 10ToU Kal ToU
UOOKEAETIKOU OUOTNHIATOC,

ZYNTONIZTPIA AIKTYOY

KaBnyntpia Marta Mosca
Azienda Ospedaliero Universitaria
Pisana, ltalAia
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anoTEAECUATWY MouU apopouyv TNV
uvEia twv acBevwyv: o poAog Twv
oUAOYwV aoBevwv

Ta EAA ouykpotBnkav yia toug acBeveig. Ol
oUMovol Twv agBevv kar 16iwg 1o EURORDIS
—{Ia PN KUBEPVNTIKA £von LE ENIKEVTPO
Tov aoBevn nou eknpoownei 984 auAdyoug
aoBevwv Nou ndoxouv and ondvia voonpata
o€ 74 xwpec— éxouv dladpapatioel evepyd
pOAo otnv avantugn twv dIKTwy yia ndvw
and pia dekaetia. ZUMoYIKG, €xouv BonBnaoel
va diacpahiotel 6t ta EAA divouv npotepal-
OTNTa OTNV €VioXuon NG KAIVIKAG aploteiag
Kal otn BeATiWoN Twv anoteEAECUATWY Nou
apopouv TNV uyeia twv acBevwy, dlacpali-
Jovtag napd@AAnAa v 106TiUN Npdopaocn oe
nolotikn nepiBaAwn ae 0AGkANpN v Eupwnn.

«Hpaotav napovreg drav dnuioupynbnke n
16€a atnv oudba epyaoiag uwnAou eninébou
VI TIC UNNPETIES UYEIOS Kal UYEIOVOLIKIG repi-
BaAyng kai étav ta EAA éyivav npdén péow
¢ 0bnyiag yia t 1aouvopIakn UYEIOVOLIKN
nepiBaiyn», avagépel n Inés Hernando, dieu-
BUvtpia EAA Kal UyEIOVOUIKNAG NepIBaAyng Tou
EURORDIS. <Exoupe diaypdyel ia peydin
ropeia e Ta kpdtn LEAN Kai v Eupwnaikn
Enitponn, and t auAAnyn g 16éag kai tnv
avdrtuén tng vopoBeaiag éaw TG KIVNTo-
10iNoNG Kai tn¢ oUarePWOng Twv KAIVIKWOV
EMKEPaNS, Léxpr TNV évapén Aertoupyiac twv
24 EAA g€ oudbeg Bepaneutikwv TopEwy, Kai
nAéov unoatnpidoue v uAornoinarn Toug,
ouvepyalBlEVol OTeVd [IE TOUC OUVNYOPOUS
TwV aoBevwV Kai Toug KAIVIKOUG ENIKEQAANS
10U OULILIETEXOUV aTa OiKTUG».

Q¢ ouvenng etaipog otnv avantugn g 16€ag
Twv EAA, to EURORDIS ouvexiel va ouvep-
vadetal e v Kolvotnta acBevwyv e ona-
VIEG VOOOUG, LE KAIVIKOUG ENIKEPAANG Kal TIG
opdadeg diaxeipiong épywv Twv EAA e okond
va d1acpaAioel TNV TAKTIKA Kal CUCTNHATIKA
OUHLETOXN TwV aoBevwyv ati¢ dpactnpidtnTeg
kai tn dioiknon twv EAA. O1 kKAIvIKo! enikepa-
ANG Twv EAA kar ol ouvhyopol Twv acgBevav
olkobopoUv otadiakd pia KouAtoupa KoIvig
nyeaiag kal pabaivouv nNwe va enituxouy
BéAtoTn ouvepyaoia wote va diacpaAicouv
61 ta EAA oupBdMouy otn BeAtiwon Tg {wng
TwV atdpwy nou {ouV e ondavieg véooug.

«Aev undpxouv eni Tou nNapdviog Bepaneiec yia
noMEg andvieg vooous, €nyei n ka Hernando.
«Qot600, n KOUATOUpa LABNONS rnou éxouv
apxioel va oikobopovyv ta EAA ta petatpénel
0€ e01leg Kalvotopiag. Me tov kaBopiopo Twv
anoteAeaUdTwWY yia OUYKEKDILEVES VOOOUG,
10 oroia pnopouv va Letpnbouv ouotnua-
TIKd Kal va koivorioinBouv o€ biapopetika
KEVIPA ELIMNEIDOYVWLIOVWY Kal XWPEG, Ta EAA
Ba avoiouv tov 6pdLio yia ) BeAtiwon g
roiotnTag kai v uioBetnan BeATioTwy 1atpi-
KWV 1 XEIPOUPYIKWV EMELBATEWV».

Ta EAA avapévetal va dwaoouv TéAog atnv
anopévwon nou avupeTwnidouv ol KoIVOTNTES
aoBevwv e onaAvieg vOooUG, va KAtaotnoouV
TOUG ELNEIPOYVWHOVES NEPICTOTEPO YVWOTOUG
o€ 6An TNV Eupwnn Kai va GUPNANPWo0UY TIG
IKQVOTNTEG TWV EBVIKWY OUOTNUATWY UyEiag

6oov apopd T didyvwaon, T Bepaneia kal
n Siaxeipion acBevwv. «fa va oupBel autd
o€ KAjuaka, npenel va undpxouv aaQeic Kar
bdiapaveic uébobor napanopnng. Ta kpdtn
LIEAN npénel va kaBiepwaouv LUnxaviopoug
kai 61abikaaieg yia tn bieukoAuvan g npo-
oANWNG Kai Tn¢ apopoiwons Twv noAUTILwY
YWWOoEwV Twv EAA —yia napdbeiyua, doov
apopd v avdntuén peBobwv nepiBaiwng
yia ardvieg vooouG», AQVAPEPE!.

01 aoBeveig Tpépouy PeYAAEC eANibeG 0TI Ta
EAA pnopoUv va €xouv Npaypatikd avtiktuno
otn {wn Toug; «H auditnon noAunAokwy rnepi-
OTatikwV Kai n aviaAAayr eUnepIoV Kal Urnel-
poyvwaoiac ota EAA anoteAouv éva onuaviiko
npwto Brua, ard or xWpeg npénel va a&lo-
roINOoUV LIE KAAUTEPO Kal 1110 EKTEVH) TOOMO TG
YVLOOEIG 110U ONUIoupyoUV Kal GUYKEVIPWVOUY
1a ev Adyw biktua, npokeipévou va BeAtiwBoulv
o1 (wéeg Twv 30 ekatoppupiwV atdpwV nou
qouv e Lia ondvia vooo atnv Eupwrins, Npo-
oB¢etel n ka Hernando. Ta kpdtn YeAN Npénel
va diadpapatioouv Baadikd pdAo o€ autd To
otdadio. <Hpbe n oty va avartuoupe kai
va urioatnpi€oule Ta biktua oUppwva LE TG
piroboéiec Toug, kKabg kai va Ta evowuaTw-
ooupEe ata €6vikd ouatApata uyeiacg, yia va
BeAtiaoupe ta anoteAéopuata ermPiwons kar
noiétnTac {wrig yia 6co 1o duvardv repioao-
TEPOUG AOBEVEICH.
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Epyacto ue agbevelc mov mhoyovy amd omdvies ke molbmhokeg voaovg younhod emimolaopod

EAA yia tnv avoooavenapkela Kal Tig
AUTOPAEYHOVWOEIC KAl AUTOAVOOEG
vooouc (ERN RITA)

To ERN RITA guykevipwvel ta Kopupaia eupwnaikd kevipa rnou e€eibikevovial otn didyvwaon
kai otn Bepaneia ondviwv diatapaxwyv Tou avooornointikoU cuatAUatog. AUTEG anoteAouv
buvnukd ansiAntikég yia t {wn nabnoeig nou anartodv diematnuovikn nepiBaAyn pe tn xpnon
noAuniokng diayvwartikng a€loAdynong kai noAu e€eibikeupévwy Bepaneiwv. To biKTuo xwpidel
QuUTEG TIC NaBNoeIg o€ TEaaepIG BeLatikeg unokatnyopies 1 aoveg epyaaiag: Tg npwrtonabeic
avoooavenapkeleg (PID), ¢ diatapaxeg tou avogoAoyikoU ouatAarog, TI¢ naldiatpikES

PEULIATOAOYIKEG blatapaxeg Kai TIG autoPAeyovwbdeI Siatapaxec.

01 avoooAoyIkéG Bepaneie avakauntovial kal
epappdlovial ypryopa. H Bepaneia e noAu-
0Bevi avoooopaipivn éxel Pépel enavdotaon
OTIG MPOONTIKES TwWV AoBEVWY e avtiowa-
TIKA avendpkela: €101kEG Bepaneieg katd Twv
KUTOKIVQV €xouv aMdgel tn wnh aoBevav
L€ oNAvIa autoAvooa Kal AUTOPAEYHOVWON
voonpata, evw ol Bepaneieg pe Baon ta PAa-
oToKUTIaPA Kal ta yovidia, ol onoieg apxika
xpnalponolouviay yia tig npwtonabeig avo-
ooavendpkeleg, epappolovial MAEoV o€ OAEG
TIC VOOOUG Nou kKaAuntovtal and to Oiktuo.

To biktuo BaaiCetal ato €pyo TWV UPIoTAE-
VWV EUPWNAIKWY ENIOTNHOVIKWY ETAIPEIWV
nou €xouv avantugel pnTpwa acBevwy, KAI-
VIKEG KATEUBUVTNPIEG YPAULES, EPEUVNTIKES
OUVEPYAOIeC, EKNAIOEUTIKEC HPAOTNPIOTNTES
kar dlacuvbéaeic pe ouAdyoug aoBevyv doov
apopd Kal TIG TETOEPIC KATNYOPIES VOOWYV.

To ERN RITA kataBdaiel npoondBeleg yia va
LIEIWOEI TIG avIOOTNTEG OTNV UYEIOVOLIKA NEPi-
BaAyn pe TIg onoieg €pxovial avTPETWNOI Ol

aoBeveic nou avadntouv npodoPBacn ot dia-
YVWOTIKES ECETATEIC Kal KaIVOTOPESG Bepaneieg
onwg ol BloAoyIkéG Bepaneieg, N unokatd-
0Taon alpgoopaipivng Kal ol Kuttapikég Bepa-
neieg ONwWG N PETAPOOXEUON BAQCTOKUTIAPWV.
Y1éX0G Tou €ival va ouvbéael npolndpxovia
UNTPWaA, va avantugel Naveupwnaikes KAIvI-
KEC KATEUBUVTNPIEC YPaPLES, va dNpIoupynaEl
pia €181kM opdada YEVETIGTWV YIA TOV MOIOTIKO
EAEYX0 TWV TEXVOAOYIWY aMnAouxiag enodpe-
VNG YEVIAG, va KataAngel o€ ouppwvia 6aov
apopd éva KoIvo epyaieio gpappakosnaypu-
nvNoNG yla autég TG onavieg nabnaoeig, va
OUYKPOTNOE! pia €181k opdda yia v opbn
XpNon Kal NapaxkoAouBnaon twv BIoAoyIKwY
Bepanelwy oe vdooUC NoU cuvoéovTal LE TO
avoooAOYIKG oUaTNHA, VA OUYKEVIPWOE! Kal
va BeAtwaoel Tig Bepaneieg BAacTOKUTIAPWY
yia Toug acBeveic, va NnpowBNael TIG ouvep-
yaoieg petagl Twv oUMAOYwV acbevwv Kai
VA OUYKEVTIPWOEI €161KoUC OTnV Naidiatpikn
nepiBaAyn kai otnv nepiBaiyn evnAikwy doov
apopd Kal TG TEOOEPIG KATNYOPIEG.

LYNTONIZTHZ AIKTYOY

KaBnynting Nico Martinus Wulffraat
University Medical Center Utrecht,
Kdtw Xwpeg
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Epyacto ue agbevelc mov Thoyovy amb omdvies ke moldmhokeg véaovg younhol emimolaapod

EAA via tn petapooxeuon o€ naidia
(ERN TransplantChild)

H naibiatpikn petapdoxeuan nepiAauBdver téoo tn petapdoxsuan cupnaywyv opydvwy (SOT) doo
Kal tn petapdoxeuan aiponointikwv BAaotokuttdpwy (HSCT) kai anoteAel tn pdvn Bepaneutikn
biabikaaoia yia noAAég onavieg voooug. MNa BéAtiotn nepiBayn petd tn petapooxeuon anatouvial
OUVTOVIOLIEVEG nMpoandBeieg iag diermatnuovikng opabag. Metd tn petapdoxeuon ol acBeveic
avtipetwnifouv xpovia avoookataotoAr yia va ano@euxBei n andppiyn tou pooxeduarog. H
Xpovia autr) avoookataotoAn anaitel napakoAouBnaon yia emnAokES LETd tn LETAUOOXEUON
npokeiugvou va naparabei n didpkeia {wng twv naidiwyv kai va BeAtuwbei n noidtnta {wng toug.

To ERN TransplantChild cuykevipwvel €181koUg
oTNV NAIdIATPIKA PETAPOOXEUON Kal OTNV NePi-
BaAwn petd i petapooxeuon via n BeAtivon
TWV AnoteAeopdtwy nou agopouy ta naidid
Kal TIG OIKOVEVEIEG TouG. To BiKTUO OTOXEUE!
0TN peiwon 100 ToU XpOVoU VOonAEiag ato
VOOOKOWEIO 000 Kal TNG XpNong NoAUNAOKwWY
Kal HaKpoxpoviwy Bepanely, evw epyadetal
yia TN BEATILWON TWV UNNPECIWV WPUXOAOVIKAG
unoaoTtNPIENG katd tn petdBacn and tnv nai-
dikn NAikia atnv evnAikiwan.

To biktuo kataBAAAel NPoonABEIEG NPOKEILE-
VOU va Kataotnoel d1aBéoipieg TG MAgov npo-
O(ATEC TEXVIKEG KABWG Kal Ta anoteAéopata
NG NPOOOOU OTOUG TOEI TNG IATPIKAG, TNG
(papuakoAoyiag kai g Bepaneiag, dieukoAU-
vovtag napdAAnia tn 6iddoon evappoviopé-
VWV KATEUBUVTNPIWY YPAUHWV YIa TNV KAIVIKA
NPAKTIKA Kal TNV avantuén e€atopIKEUpEVWY
aywywv yia Ty naidiatpikin PETapOoXeuan.

To ERN TransplantChild eribicokel va peiwaoel
TG NpoondBEIEC Mou cuvdéovTal e TN PETaUO-
OX€uan —ONwe N eNAvVapeTapdoxXeuon Kal ol
(pappakoAoyIkég Bepaneiec— kal evappovidel
v nepiBaAyn ato nAdiolo g NaidiatpIkAg
LETAPOOXEUONG Yia va EAAXICTOMNOINTE! TOUG
KIvOUVOUC €MINAOKWY HETA TN PETAPOOXEUON.
01 kopupaiol €1diIkol otV NAIdIATPIKA PETa-
pooxeuon otnv Eupwnn epyadovial and Koi-
voU yia TN peiwon tng BvnoipdtnTag kal g
VOONPATNTAG MoU CUVOEETal e TN PETARO-
OXeuon g€ naidid.

ZYNTONIZTPIA AIKTYOY

Ap Paloma Jara Vega
Hospital Universitario La Paz,
Mabpitn, lonavia
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EAA yia noAUCUGTNHIKEC
ayyeiakec vooouc (VASCERN)

O1 ondvieg noAucuoTnUIKES ayyelakeg voool nepiAauBdvouv diatapaxeg nou ennpealouv 6Aoug
TOUG TUMNOUCS aiiopopwV ayyeiwv e OUVENEIES yia NOAAd cuotruata tou opyaviopou Kai anatouv
biermatnuovikn npoa&yyion ooov apopd tnv nepiBaAyn. To VASCERN 6iaB¢ter €€1 oudbeg epyaaiag
yia ondvia voagruata: tnv oudda yia tnv kKAnpovouikn aipoppayikn teAayyeiektaoia (HHT-WG), tnv
oudba yia ti¢ kAnpovopuikég nabnoeigc Bwpakikng aoptri¢ (HTAD-WG), tnv oudbda yia t¢ peoaiou
peyeBoug aptnpieg (ayyeiakd auvbpopo Ehlers Danlos) (MSA-WG), tnv oudba yia to naibiatpiko
kal npwronaBeg Aeupoibnua (PPL-WG), tnv oudba yia 1 ayyeiakég avwpalieg (VASCA-WG)

Kai tnv opada yia tg veupoayyeiakeg nabnoeic (NEUROVASC-WG). EminAgov, undpxouv rnoAAég
Beuatikég ouabeg epyaaiag nou aoxoAouvtal e TNV EMIKOIVWVIa, Ta UnNtpwa, tn deovioAoyia Kai
dntAuata nou oxetidovial LE TNV eykupoouvn. Mia €16ikn eupwnaikn opudbda unootnpiéng acbevav
kaBiotd buvatr tn ouppEeToX ouvnyopwy Twv acBevwv oe 0Aeg T1I¢ bpaotnpidtnteg tou VASCERN.

01 otdxol Tou VASCERN nepidapBdvouy tn
diktiwon, Ty avtalayn kai t 6iéddoon epnel-
poyvwaiag, TV Npoaywyn BEATIOTWY Npakti-
KWV, KATeUBUVTAPIWY YPAULWY Kal KAIVIKWVY
anoTEAEOUATWY, TNV Evioxuon NG Béong Twv
aoBevwv kai I BEATIWON TWV YVWOEWY PECW
KAIVIKNG Kal BadiKng épeuvag.

O1 enayyeAUatieg ToU TopEA TNG UYEIAg nou
ouppetéxouv oto VASCERN éxouv non diabéael
oto o1abiktuo eknaibeuTIkd UAIKO, Onwg dia-
diktuaka aepivapia kar i aeipd Bivieo «Pills
of Knowledge», 1600 yia yiatpoug 600 Kal yia
aoBeveig. To biktuo €xel bnuooielael dnNAW-
0€IG ouvaiveong Kal epyaleia Ayng KAIVIKWV
ano@doewyv —peTal AAAwY BepaneuTikeg

peBadoug via aoBeveig kal evnpepwtikd deAtia
TWV «MPEMEl» KAl TWV «OEV NPENEI»— YIa va
Napéxel OUPPBOUAEC OXETIKA PE TNV 0pBn d1a-
yvwan kai NepiBaAyn twv acBevwv e onavieg
vooouc. Exouv avantuxBei yngiakég unnpe-
ofeg aTov Topéa NG uyeiag, nwg N epappioyn
VASCERN yia KIvnTd TnAépwva, O oUVEPYQ-
oia pe 0Aa ta e€eIbIKeUpEvVa KEVTPA Kal Toug
OUAGYOUG aoBevwv Twv eUpwnaikwy opd-
dwv unootnpigng agBevwv. Anpioupyouvtal
avtaAAayEég petafl 1I6pUPATWY-HEAWY Kal TO
diktuo ouvexiCel va avtaAAAoaE! YWWGEIG TOO0
e pEAn 600 Kal e enayyeALatieg Tou Topéa
NG Uyeiag ektdg Tou EAA.

LYNTONIZTHE AIKTYOY

KaBnyntng Guillaume Jondeau

Assistance Publique-Hépitaux de
Paris, Hopital Bichat, laAAia




Epyacto ue acbevelc mov Thoyovy amd omdvies ke morbmhokeg voaoug younhob emimolaopod

KATAAOTOX 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

EAA yia evbokpivikéG NnaBnoeig (Endo-ERN)
EAA via veppondBeleg (ERKNet)

EAA yia Siatapaxég ootwv (ERN BOND)

EAA yia kpavionpoowniKES AVWHAAIES KAl WTOPIVOAOPUYYOAOYIKEG
diatapaxég (ERN CRANIO)

EAA yia onavieg kai moAUnAokeg eniAnyieg (EpiCARE)
EAA yia kapkivoug og evhAikeg (oupnayeic dykor) (ERN EURACAN)

EAA yia aipatoAoyikég voooug (EuroBloodNet)

EAA yia voooug kal naBnaoeig Tou ouporoinTikoy, Tou opBou Kal Twv
vevvnukwv opyavwy (ERN eUROGEN)

EAA yia veupopuikd voonpata (ERN EURO-NMD)
EAA yia naBnoeig twv patwy (ERN EYE)

EAA yia vevetika oUuvbpopa nou evéxouv kivbuvo dnpioupyiag
Oykwv (ERN GENTURIS)

EAA yia kapdiondBeieg (ERN GUARD-Heart)

EAA yia KANPOVOLIKEG KaI GUYYEVEIG (MEMTIKEG KAl YAOTPEVTEPIKES)
avwpahieg (ERNICA)

EAA yia ouyyeveic duoniacieg kar ondvieg veupoavantugiakeg
avarnnpieg (ERN ITHACA)

EAA yia véooug tou avanveuatikoU (ERN LUNG)
EAA yia tov naidiatpiké kapkivo (aipato-oykoAoyia) (ERN PaedCan)

EAA yia nnatikég voooug (ERN RARE-LIVER)

EAA yia naBnoeig tou cuvBeTikoU 10ToU Kal TOU UUOCKEAETIKOU
ouotuatog (ERN ReCONNET)

EAA yia tnv avoooavendapkela Kai TG aUTOPAEYLOVWOEIS kal
autodvooeg voooug (ERN RITA)

EAA yia ondvieg veupohoyikég naBnaoeig (ERN-RND)

EAA yia diatapaxég tou 6éppartog (ERN Skin)
EAA yia tn petapooxeuon oe naidid (ERN TransplantChild)

EAA yia KAnpovopIkeG petaBoAikeég diatapaxeg (MetabERN)

EAA yia noAuouotnpikég ayyelakég voooug (VASCERN)

www.endo-ern.eu
www.erknet.org

www.embond.eu
Www.ermn-cranio.eu

Www.epi-care.eu
WWww.euracan.eu

https://eurobloodnet.eu
www.eurogen-er.eu

Www.ern-euro-nmd.eu

www.ern-eye.eu
www.genturis.eu/
www.guardheart.ern-net.eu

www.em-ernica.eu

www.em-ithaca.eu

www.ermn-lung.eu
www.paedcan.erm-net.eu

www.rare-livereu

www.reconnet.ern-net.eu

www.em-rita.org

www.emn-md.eu

www.ern-skin.eu
www.transplantchild.eu

www.metab.ern-net.eu

www.vascern.eu

info@endo-ern.eu
contact@erknet.org

https://erbond.eu/contact/
emn-cranio@erasmusmc.nl

https://epi-care.eu/contact-us/
contact@euracan.eu

coordination@eurobloodnet.eu
eurogen@uroweb.org

info@ern-euro-nmd.eu

contact@®em-eye.eu
genturis@radboudumc.nl
contact@guardheart.em-net.eu

ern-emica@erasmusmc.nl

https://em-ithaca.eu/contact/

info@ern-lung.eu
ernpaedcan@ccri.at

em.rareliver@uke.de

erm.reconnet@ao-pisa.toscana.it

contact-rita@ern-net.eu

info@ern-rd.eu

coordination@ern-skin.eu
coordination@transplantchild.eu

https://metab.ern-net.eu/contact/

contact@vascem.eu
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EMIKOINQNHZTE ME THN EE

Autonpoownweg
Ye OAn TNV Eupwndiki Evwaon undpxouv ekatovidadeg kévipa nAnpo@opnang Europe Direct.
Mnopeite va Bpeite T dielBuvaon Tou NANCIECTEPOU O€ 0ag KEVIPOU OTov I0TdTono Europa: https://europa.eu/european-union/contact_el

TnAe@wVIKA h péow NAEKTPOVIKOU Taxudpopeiou

H Europe Direct €ival pia unnpeaia nou anavtd otig epWTNCEIC 0ag via Ty Eupwndikn Evwaon. MMopeite va eNIKOIVWVACETE e auth TNV UNNpeaia:
— KaAwvtag ateAws tov apiBpd 00 800 6 7 8 9 10 11 (opiopéva diktua tNAEPwviag evOEXeTal va XpewvouV TIG KANCEIG AUTEG),

— KaAWVTAag Tov apiBud +32 22999696 n

— péow NAeKTpoVIKOU Taxudpopeiou and tov iotdtono Europa: https://europa.eu/european-union/contact_el

BPEITE NAHPO®OPIEX XXETIKA ME THN EE
I1o biabiktuo
MAnpogopieg yia Tv Eupwnaiki Evwon og A TIG enionpes YAWooeS NG EE €ival biaBéaipeg atov 1ototono Europa:
https://europa.eu/european-union/index_el

Tug ekddoeig tng EE

Mnopeite va KataPoptwoeTe N va napayyeiAete dwpedv kal eni NANpwN ekddaelg tng EE otnv akdAoubn dielBuvan: https://op.europa.eu/el/publications.
Mnopeite va {ntoete NoAAanNAA avtiypapa dwpedv eKHAOEWY ENIKOIVWVWVTAS LE TNV unnpeaia Europe Direct i pe To TOMIKG 0ag KEVIPO NANPOPAPNONG
(BA. https://europa.eu/european-union/contact_el).

Itn vopoBeoia tng EE kal og oxeTIKA éyypagpa

la npoéopacn oe vopikég NAnpoopieg TG EE, oupnepidapBavopévou Tou ouvoAou TNG evVwolakng vopoBeaiag and 1o 1951 oe OAEG TIG enionpeg
yAwaoeg, petaBeite otov 1otétono EUR-Lex, otnv akéAouBn bielBuvan: https://eur-lex.europa.eu

Ita 6npdaoia 6edbopéva and tnv EE

H NUAN Anpdoiwv Aedopévwv Tg Eupwndikng Evwong (https://data.europa.eu/euodp/el) napéxel npdoBacn oe olvola dedopiévwy anod tnv EE. Ta dedopéva
unopouv va katagoptwBouv Kal va enavaxpnaiponoinBouy dwpedv, Tdoo yia unopikoUs 600 kai yia pun epnopikous okonoug.for both commercial and non-
commercial purposes.



Migd ekatopupdpio droua atnv Eupwnn éiayryvwaokovial Je andvia vooo Kabe
Xpovo. Kauia xwpa bev pnopei va avtipetwnios! ovn tng autnv tnv npokAnon.

Ta Eupwnaika Aiktua Avapopdc eival elkovikd 6IKTua nou OUYKEVTPWVOUV
€161koUg and 0An tnv EE kai tov EOX.

Ao Koivou, katarnoAgpouv anavieg, xapnAou emnoAacuou Kai noAUnAokeg
véooug BeAtuwvovrag tn didyvwan kai tnv npdofaon oe E€IBIKEULIEVN
nepiBaiyn.

Share. Care. Cure.

Mepioodtepa yia ta Eupwnaikd Aiktua Avagopag

http://ec.europa.eu/health/rare_diseases/european_reference_networks_el

Yrnpeoia Ekdooewv
NG Eupwmaikng Evwong



