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Eupwnaika diktua avagopag: aAladovtag
OUCIACTIKA TNV KATACTACN Yia Ta ATtopa HE ONAVIEG
vOooug

01 ondvieg voool ouviotoUv povadikn kal enefyouca nPOkKANON OTOV TOPEA TNG UYEIOVOUIKNAG
nepiBaAyng. Zto oUvoAd toug ennpeddouv ekatoppupla atopa o oAdkANpn v Eupwnn, ouxva eivai
NMoAUNAOKEG, €Xxouv Unxaviopoug nou dev gival NANpw¢ katavontol, evw n didyvwaon kai n Bepaneia
Toug anoteAoUv npokAnan. O1 acBeveic mou NAoXouv and onavieg VOooUG GUXVA €pXOVTal avTIHETWNOI
HE pla pakpd kal eninovn diadpopn yia va Bpouv th cwothn didyvwon kal nepiBaiyn, otnv onoia
ouxva €pxetal va npootebei n onavidTnta TNG €UNEIpoyvwaoiag ota Tonikd n eBvikd cuotnpata
uyelovopikng nepiBaAwng. EmnAéoy, yia to 95 % nepinou Twv yVwotwy ondviwy voowv e§akoAoubei
va pnv undapxel eykekpipevn Bepaneia, evw yia to 50 % nepinou dev undpxel eniBeBaiwpévn popiakn
diayvwan.

Ytnv Eupwnaikn Evwon ektipdtal 0t 1o 6-8 % twv noAitwv {ouv e pia anod TiG apketeg XINAGES
YVWOTEG OnAvieg vooous. AUTO onpaivel 0Tl nepinou 27 éwg 36 ekatoppupia dvBpwrnol ndaoxouv and
ondavieg voooug atnv EE, apiBudg nou 1ooutal pe tov ouvoAikd nAnBuopd tou Bedyiou kal Twv Katw
Xwpwv (aBpoiotikd) i pe oAdkAnpo tov NANBuopo6 g MoAwviag.

H Eupwnaikn Evwon €xel npo noAAoU avayvwpioel Tn onpacia g avupeTwniong Twy onaviwyv
voowy, avaiapBdvoviag onpavtikég 6pdoeig 6oov agopd Toug TOUEIG Epyaaciag Kal XpnpatodoTikAg
déopeuong yia tnv npowBnon g €peuvag, Tn PBeAtiwon tng npdéofacng otn didyvwon Kal tn
Bepaneia, tn BeAtiwon g nepiBaAyng Twv acBevwv kai T otnpIEn Tng avantuéng véwv Bepaneiwy,
TWV «0pPAVWY PAPHAKWY».

Y10 nAaiglo autd, n dnpioupyia Twv gupwndikwy SIKTUwV avagopdg (EAA) anoteAei npwtonopiakd

opdonpo oto BepatoAdyio yia TIG onavieg vooous, kabBwg napéxel antn npootiBépevn aia yia Toug
aoBeveiC Kal TIG 0IKOYEVEIEG TOUG.

Ta EAA bnpioupynBnkav to 2017 w¢ ouvepyatikd NMAQiCI0 MOU CUYKEVTIPWVEI EUMNEIPOYVWHOVES Kal
népoug and oAdkAnpn tnv Eupwnaikn Evwon: ta diktua autd ekppadouv To nvelpa g eUpwndikng
aAAnAeyyung Kal Kaivotopiag.

Ta EAA ouvbéouv TOUG NapOXoUG UYEIOVOUIKNG MEPIBaAPNG, TOUG EPEUVNTEG Kal TIG OPYAVWOEIG
aoBevwv oe diaouvopiakd eninedo kai, pe autdv Tov Tpodno, aflonoioUv TN SUANOYIKN EUNEIpOYVWaia
g Eupwnng yia va diacpalioouv 6t kavévag acBeving dev Ba peivel oto nepiBwpio, ave€dptnta and
Tov téno diapovng Tou Kai and To Néco ondvia ival n Naénon Tou.

H emnAéov npootiBépevn agia Twv EAA €ykeital otnv IKavotntd Toug va unepBaivouv ta napadoaoiaka
€uNodia otov Topéa TNG UYEIOVOUIKAG nepiBaAyng. A§ionolwvtag nponypéva Yngiakda epyaieia, onwg
n nAat@déppa TN yia g 61acuvopiakeS 1atpIkéG oulNTNOEIC OXETIKA E TIC ONAvieG vVOOOUG LE TN


https://health.ec.europa.eu/rare-diseases-and-european-reference-networks_el

XpNoN Tou cuotnuatog diaxeipiong Twv KAIVIKWY dedopévwy twv acbevwv 2.0 (CPMS), ta EAA napéxouv
duvatdtnta otg opddeg epneipoyvwHdvVwY va ouvepyadovial OXeTIKA PE MEPIOTATIKA aoBevwyv, napéxovtag
OUPPBOUAEG OXeTIKA pe TN didyvwon kal th Bepaneia nou diapopetika evoéxetal va pnv Atav npooPdacipeg otn
XWpa Kataywyng tou acBevn.

EninAéov, Ta EAA petaoxnpatiouv To tonio TNG €peuvag yia TG ondavieg vodooug. Me tn ouykévipwaon dedopévwv
Kal epneipoyvwaiag and oAokAnpn tnv Eupwnn, ta diktua enitaxdvouv v avantugn kaivotopwy Bepaneiwy Kai
oupBAaAMouv aTiG KAIVIKEG BoKIpES, kKaBwg Kal oTtnv NpowBnaon g kKatavonong Twv onaviwyv Nabnoewv.

E€ioou onpavtikog eival o pdAog twv EAA otnv evOuvApwon Twv acbevwy Kal TwV 0IKOYEVEIWY TOUG. Méow tng
OTEVNG ouvepyaaiag pe opdadeg unootnpi§ng acBbevwy, ta diktua tonoBetolv Toug acBeveic 0To eNiKEVIPO TwWV
dpaotnplotntwy Toug Kal diac@aAidouv OTI €1I0aKOUETAl N PWVA TOUG Kal N pWVA TWV OIKOYEVEIWY TOUG.

Eni tou napdvtog Bpiokovial o€ eEEAIEN NOAAEG OpAaoEIG oToV ToPEA TwWV ONAvIwY VOowV, 6nwg yia napdderyua:

- n avaBewpnon ¢ QApUAKeUTIKNG vopoBeaiag tng EE yia tn BeAtiwon tng npdoPacng oe acpaAn kai
anoteAEopatiKOTEPA PAPHAKA E NIO MPOCITES TIHEG, CUMNEPIAUBAVOLEVWY TWV «0pPAVWY PAPUAKWY» Y
Toug aoBeveic nou ndoxouv and onavieg véooug:

- nnpowBnaon tng KaAUtepng dlacuvopiakng npocBaong o dedopéva uyeiag and acBeveic nou naoxouv and
onavieg voooug HECW TOU gupwndikoU xwpou dedopévwy Uyeidag.

« N EQappoyn Tou gupwndikou oxediou yia TNV KATtanoAéunon Tou KApkivou, To onoio avtipetwnidel Kal Toug
naidiatpikoug kapkivoug, cupnAnpwvovtag €tol ti¢ dpdcei¢ nou UAonoloUvtal and Ta eupwndikd diktua

avagopdg Kal ENIKEVIPWVOVTAl O ONAVIEG HOPPEG KapKivou:

- n evioxuon Tou €pyou Twv 24 EAA péow VEwY AUECWV ENIXopnynoewv UYoug 77,4 ekat. EUR. To kovOUAI
auto avépxetal o€ nepinou 3,25 ekat. EUR yia kaBe EAA kal kaAUntel Tig epyacie twv EAA €wg Tov LentépPpio
Tou 2027 oxeTikd pe TG diaBouleliosls, Ta UNTpwa acBevwy, TV Katdption Kal TIG Kateubuvtnpleg YpappES
KAIVIKNG NMPAKTIKAG, KABWGE Kal OXETIKA PE TIG dpaotnpIOTNTES ENIKOIVWVIAG

- n BeAtiwon NG evowpdtwong twv EAA ota €Bvika cuothpata uyeiag kar n katdption €Bvikwy oxediwv yia
TIG ONAVIEG VOOOUG Léow NG Kolvig 6pdacng JARDIN, pe xpnuatoddtnon Uyoug 18,75 exkat. EUR.

To épyo twv EAA gupBdalAel otnv oAokANpwaon Kal TNV UAoMoinon Tou eupwndikoU xwpou dedopévwy uyeiag, Tng
HETappUBUIONG TNG PAPPAKEUTIKAG Bropnxaviag kal Tou eupwndikoU oxediou yia TNV KAatanoA£Unon Tou Kapkivou,
Ta onoia nepiAapBdavovtal oti¢ NPoTeEPaIdTNTES MOU ava@EPovIal oTnV NIOToAN avaBeong KaBnkOvTwy npog tov
enitpono Varhelyi.

Me peydAn unepnedveia napouciddw autd To GUANALIO, TO oMoio €ival apIEpWUEVO OTNV aPoaiwaon, otnv
€UNEIpOYVWOia Kal 0To Opapa Twv atdpwy nou cuppetéxouy ota EAA. EAnidw 6Tl o1 IoTopieg autég Ba anoteAéoouy
éunveuon kal Ba enifeBaiwoouy Tn onpacia thg oUVEXIONG Twv eNevOUCEWY 0TN §1aCUVOPIAKN cuvepyaacia Kai
Kaivotopia yia tnv KatanoAépnon twv ondviwv véowv. Madi, pnopoupe va diacpaiicoupe 6t kABe acBevng,
ave€aptnta and tnv Ndbnon tou, éxel npdofacn otnv nepiBaAyn kai tnh otpI§n nou xpelaletal.

Méoa and npaypatika napadeiypata, Ba deite nwg ta diktua autd €xouv PETAPOPPWOEl T {wN TwV acBevwy,
€xouv dieupUVel Ta Opla TWV IATPIKWY YVWOEWYV Kal €XOUV €navanpoadiopioel TI¢ duvaTOTNTEG TOU TOHEA TNG
UYEIOVOUIKNG NepIBaAwng. Ao TIG NPWTONOPIAKES dIayVWoEl§ €wG TIG Kalvotdpeg Bepaneieg, o avtiktunog Twv
EAA eival eKteTapévog Kal onpavtikag.

KaBwg atevidoupe 1o péAAov, ta EAA anotedolv anddein twv dowv pnopouv va eniteuxBolv pécw NG
ouvepyaaiag, TG kavotopiag kai g koiving 6éopeuonc. Ta EAA katadeikvUouv tn dUvapn tng evotntag péoa
otnv nolkIAopop@ia kal npaypatonolioUv TNV UNOOXEN yia €va UyIEaTepo PEAAOV yia dAouc.

Sandra Gallina

levikn AleuBuvtpia Yyeiag kar AopdAeiag
Twv Tpoipwy, Eupwnadikn Emitponn


https://health.ec.europa.eu/medicinal-products/pharmaceutical-strategy-europe/reform-eu-pharmaceutical-legislation_el
https://health.ec.europa.eu/ehealth-digital-health-and-care/european-health-data-space_el
https://commission.europa.eu/strategy-and-policy/priorities-2019-2024/promoting-our-european-way-life/european-health-union/cancer-plan-europe_el

Nati oag apopa to napov puAiadio;

Y10 napdv puUANAdIo napéxoupe eniokonnon twv 24 EAA kal avadeikvUoupe ta enitelypatd toug éoov agopd 1o
BepatoAdyio yia TIG anavieg véooug, e oTtdX0 va EMIKOIVWVNAGOULE e evepyd TPOMO TIG OPATEIC Kal TIG anoPAcel§ TG
Enitponng kai va ene§nynooupe ta oQEéANn Kal TIG EUKalpieg nou anoppéouv and 1o €pyo pHag.

H yevikn €ikdva nou npokuntel péoa ano Tig oeAideg Tou napovtog uAAadiou eival n oagng evwaolakn npootiBépevn
aia nou napéxouv ta ev Adyw diktua npokeipévou va BonBnaoouv toug acBeveic pe onavieg véooug Kal TIG OIKOYEVEIEG
TOoUG, KaBwg Kal ol NpoondBeieg nou kavel n Enitponn yia va au§nael ty euaiobntonoinon oxeTika e TIg dpaatnpldtnteg
TWV eupwNaikwyv SIKTUwV avapopdg.

To @uUAAAGbIo bev eival e€aviAntikd, kaBwg ta 24 diktua napéxouv €va npaypatika tepactio alAd diagoponoinpévo
(pacpa dpactnploTnTwy Kal avtiktunou. Mepioagdtepeg NANPOPOPIEG OXETIKA e To bikTuo SiatiBevtal otoug diktuakoUg
1énoug twv avtiotoixwv EAA kai n Enitponn evBappUvel TOUG avayvwoTeS va ouvexioouv va diepeuvouv TIG S1AQopES
dpaotnpidTnTeg Kal Ta anoteAéopata Twy EAA.

Mivakag 1: MéAn EAA (katavepnpéva avda katnyopia)

Takua Tuvbedepéva EOvikoi
MéAn EOvika Koppoi ZYNOAO
Kévipa TUVTOVIOHOU
Endo-ERN 91 13 1 105
ERKNet 64 8 2 74
ERN BOND 44 2 4 50
ERN CRANIO 35 5 2 42
EpiCARE 38 10 2 50
ERN EURACAN 92 7 2 101
ERN eUROGEN 51 1 4 56
ERN EURO-NMD 74 6 2 82
ERN GENTURIS 44 5 2 51
ERN GUARD-Heart 43 7 2 52
ERN PaedCan 79 9 2 90
ERN RARE-LIVER 52 7 3 62
ERN ReCONNET 54 6 3 63
ERN RITA 61 7 2 70
ERN TRANSPLANT-CHILD 33 4 3 40
ERN-EuroBloodNet 90 4 3 97
ERN-EYE 51 5 3 59
ERN-ITHACA 66 2 3 71
ERN-LUNG 78 7 2 87
ERN-RND 63 2 2 67
ERN-Skin 52 2 2 56
ERNICA 39 9 4 52
MetabERN 85 4 2 91
VASCERN 39 4 2 45
YYNOAO 1418 136 59 1613



Ta eupwnaika diktua avapopag

Ta eupwnaika diktua avagopdg (EAA) eival dilacuvopiakd diktua ota onoia CUPHETEXOUV EUPpWNAIKA VOOOKOUEIaKA KEvTpa
EUNEIpOyvVWaiag Kalr avapopdg Pe otdxo TV aviipeTwnion ondviwy, xapnAoU eninoAacpol Kai noAUNAoKwY voowv Kal
nabnoewv nou xpndouv akpwg eCeIbIkeupévng Bepaneutikng aywyng.

Ta EAA dieukoAUvouv tn cudntnon petafl e1dikwy otnv Eupwnn yia nepINtwoelg acBevwyv nou nNacxouv and onavieg,
xapnAoU enminoAacpoU kal NoAUNAokeG voooug, napéxoviag oupBouléc yia tnv nAéov opBbn didyvwon kal th BéATioTn
d1aBéaiun Bepaneia.

Mepovwpévol acBeveic dev pnopolv va éxouv apeon npdéoPacn ota EAA. Qotdoo, pe tn cuykatdBeon tou acBevn, ol
NApoxol UYEIOVOUIKNG NEpiBaAwng pnopolv va avtaAddocouv nAnpogopies kal va diaBoulelovtal pe to appddio EAA ato
nAaiolo twv €BvVIKwWV cuoTNUdtwy uyeiag.

Eni tou napoévtog undpxouv 24 EAA, ta onoia dnpioupynBnkav Bdoel tng odnyiag 2011/24/EE nepi twv SIKAIWPATWY TWV
acBevwv oto nAaiolo Tng dilacuvoplakng UyEIovopIkng nepiBaAypng. Xe autd nepiAapPdvovtal 1 613 eCeibikeupéva kévipa
nou PBpiokovtal o€ 382 voookopeia oe 27 kpdatn péAn kal atn NopBnyia.

Ta EAA aokoUv d1a@opeg bpaotnpldtnteg cupnepiAappavopévwy, yia napadeiypa, twv eEng:

- Kataption kateuBuvtipiwv ypappwyv KAIVIKAG npaktikiag (CPG): ta EAA avantiooouy, enikaiponololy Kal agioAoyouv
TIG KATEUBUVTNPIES YPaPUES KAIVIKAG NPAKTIKNAG, 01 0roieg anoteAoUV CUCTATEIC NPOG TOUG KAIVIKOUG 1aTPOUG OXETIKA e
N @povtidba acBbevwyv pe €181ké¢ nabnoeig. Baoiovtal ota BéAtiota diabéaipa epeuvntika otoixeia Kal atny neipa nou
anoKTABNKE € TNV NPAKTIKA €QApHoyn.

« Avantwégn diadbpopwv nepiBaiwng kai tagidiwv acbevwv: H 6iabpopn nepiBaAyng eival pia ouvBetn napépPaon
nou nepidapBaver tv apoifaia Anyn anopAacewv Kal tTv opyavwon twv diadikaoiwy nepiBaiyng yia pia capwg
kaBopiopévn opdada acBevwv eni éva capwg kabopiopévo xpovikd didotnpa. Ta ta&idia acBevwv avagépovrtal otig
avaykeg Kal ot EMnelpieg nou anokdpicav ol acBeveic kal o1 PPOVTIOTEG and TNV KAIVIKA ToUG €IkOva katd t didpkeia
Twv Bacikwv otadiwv NG nopeiag uyelovopikng nepiBaAyng toug. MepidapBavel 1600 1ATPIKEG OG0 Kal YPUXOAOYIKES
ntuxég. H e€€AIEN k&Be ondaviag nadbnong kal o KUKAOG nou auth akoAouBei and v évapfh tng kal kad’ oAn t didpkeld
¢ eival povadikd. Q¢ ek toltou, gival onpavtiké va avantuxBei éva npooappoopévo alvolo diadpopwyv nepiBaiyng
kal tagidiwv acbevwv yia kaBe ondvia nadnon.

- Apaotnpldétnteg Katdptiong Kai eknaideuong: ta EAA napéxouv pabnpata katdptiong kai eknaibeuong ata péin
TOUG Péow BladikTtuakwy aepivapiwy, ouvedpiwy, KAIVIKWY aviaAAaywy Kal Ing €ykplong/dianioteuong eKkNaldeuTIKWY
dpaotnpiotntwy. XToug dikTtuakoUg Ténoug Twy EAA diatiBetal apketd uAIKS yia nepaitépw diddoaon kal xpron.

«  Aladiktuakég oudnTNoEIg EPNEIPOYVWHAVWYV: Eupwnaiol €181koi oudntoUv NEPINTWOEIG aoBeVWV E ONAVIES, XapnAoU
enmnoAacpol kal NoAUNAoKeS voooug, napéxovtag oUUPBOUAEG axeTikd pe tn Sidyvwaon Kal T Bepaneia. O oudnthoelg
autég dieukoAUvovtal and to cuotnpa diaxeipiong kKAIVIkwy aaBevwv (CPMS), pia nAat@dppa T nou epappdletal and
10 2017 kai avapaBuiotnke npdogata o€ pia nio GIANIKA NPog Tov Xpnatn, acpaAn ékdoaon, cuppatn pe tov MKMNA kai
avolktoU Kwdika, To CPMS (2.0).

- Mntpwa: oto nAaiolo twv EAA éxouv dnpioupynBei diakpatikd pntpwa auAloyng Yeudwvuponoinuévwy dedopévwy
yla acBeveic pe ondvieg vooous. Ta ev Adyw pntpwa anoteAoUv onpavtikhn cuvIoTwaod TNG YNQPIoNoINPEVNS EUPWNAIKAG
UVEIOVOUIKNG MepiBaAyng, kaBw¢ dnpioupyolv éva olkooUoTNHa PNTPWwY ondviwv véowv nou Bacidetar otn
diaAertoupyikdtnta kai otig apxeg FAIR. Evappovidouv ta dedopéva oxetika pe toug acBeveic nou nacxouv and onavieg
voooug o€ oAdkAnpn tnv EE kal Bétouv ta 6edopéva nou cuAAéyovtal otn 61aBeon twv €pEUVNTWY, TwV dnpdaciwyv
apxwy, Tou kKAadou kal AANwv pepwv nou evbiapépovtal yia diapopeg Nabnaoelg, pe atoxo t BeAtiwaon TG 1ATPIKAG
nepiBaAyng twv acBevwv.

- Epeuvnukég dpaotnpidtnteg: ta EAA ouppetéxouv oe Aiveg kAIvikéG dokipég kal bivouv npotepaidtnta o€ pn
KAAUNTOHEVEG EPEUVNTIKEG AVAYKEG TOU TOMEA TWV Onaviwv vOowv, NMPOoKEIPEvoU N Gwvn Twv acBevwyv va tebei
OTO ENIKEVIPO TWV EPEUVNTIKWYV avaykwv. Ma nepioaodtepeg nAnpoopieg, eniokeOeite Tn geAiba yia tnv €peuva kal
Kalvotopia oXeTKA PE TIC ondvieg voooug.

1. Eupéoipa (Findable), npooBdoipa (Accessible), biaAeitoupyikd (Interoperable) kar enavaxpnaoiponoinoiya (Reusable) 6edopéva.
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lotopieg acBevwv

Yndpxouv noAAd napadeiypata npaypatikwy 1I0Topiwy acbevwy, onou ta EAA pndpeoav
va eNnpeacouyv dueoa kal BeTiIka To anotéAeopa yia Toug acBeveig Kal TIG OIKOYEVEIEG,.
AkoAouBouv pepikd anoondopata nou avadeikvUiouv autod 1o €pyo.

HAvva, pia veapn yuvaika otnv Italia, htav
d1apkWG Koupaopévn Kai  avupetwmle
duokoAia otnv avanvon. Aesv pnopouoe
va tpe€el. Aev pnopouaoe va ndpel PEPOG OE
abAnuata. Aev eixe evépyela. AlayvVwoTnKe
HE MVEUHOVIKO aptnplo@AEBIkO  aupiyyio,
Hia ondavia nabnon nou ouxvda ouvoéetal pe
KANPOVOUIKA alpoppaylkn  TnAeayyeliektacia
(HHT). YuvnBwc¢ npokeital yia pia €K YEVETNG
nadnon, katd tnv onoia to aipa NapakAauntel
TOoUG¢ nveupoveg kal bev avarpogodorteital
pe ofuyovo. e MOAEG MEPINTWOEIG, Oev
UNApxouv cupntwpata, Npdaypa nou pnopei
va anoPei enmkivbuvo d1éT1  pnopei  va
npokAnBouv Bpdupol.

AUokoAa pnopei kaveic va AdPBer akpifn
diayvwon kar  e€eidikeupévn  nepiBaAyn.
EUTUXWG, €PMNEIPOYVWUOVEG OTO  KEVIPO
tou VASCERN vyia t™v  KAnpovopikn
aigoppaylkn tnAeayyelektacia otnv  noAn
Crema (ltaAia) gpévuoav wote n ‘Avva va
AaBer tnv katdA\nAn  @povtida. H veapn
yuvaika akoAouBnoe tn oupBouAn  Toug
Kal unoBAnBnke o€ xeipoupyikn enépfaon
eUBoAiopoy and tnv onoia avappwaoe 1000
KaAd wote, Aiyo apyotepa, képbioe oe €vav
aywva dpodpou!

Ze pia AMn nepintwon, éva HIKPO Kopitol
aveéntu€e noAU npwipn e@npeia Adyw piag
e€aipetik@ onaviag vooou nou npokaleitai
and Gyko oTov HioXo TG undépuaong o onoiog
napayel avbpwnivn xopiakn yovadotponivn
(hCG). To kopitol €xpile apeong Bepaneiag,
alMd n aopdlion tng apvhBbnke va 1nv
kaAUyel eneibn dev eixe nponynBei Bioyia.

Eidikoi nou ouvepydaloviav pe 10 Endo-
ERN O®nAwoav ot €npene va EekivAoel
apéows xnpeloBepaneia kar 6t n dievépyeia
Biowiac Ba pnopouce va Béoel ge kivbuvo
10 naidi kar Ba kaBuotepouoe tn Bepaneia.
H aopaliotikn etaipeia anobéxtnke tnv
npaypatoyvwpoouvn.

Evtog piag eBdopddag and tnv avakaiuyn
Tou Oykou, n acBevng Eekivnoe tn Bepaneia.
To napdadeiypd autd dev anoteAsi poévo 1o
aiolo téAo¢ otnv nepinétela €vog veapou
KopItolou, aAAd pnopei va PonBnoel kai
aMoug oto péAov —OnpioupynBnke éva
nponyoUpEVO WOTE va pnv kaBuotepei n
oykoAoyIkn Bepaneia €av o dyKog €xel oaPpuwg
XapakInplotei pe aAa péoa kal €av n Bioyia
autn kaBauth Ba propouce va Béoel oe
kivbuvo tov acBevn.



Autn eival n 1otopia tng Justine ané t laAAiq,
n onoia dnAwvel O0u yevvnBnke dU0 @QoOpEC
TNV NPépa TnG YEVVNONAG TNG Kal TV NPépa Tng
petapdoxeuong tng. H Justine ntav poAIg 3,5 €Twy,
otav éAafe 6INAG pdoXeupd, TO NPWTO TOU €idoug
Tou otnv Eupwnn. Inpepa, 28 xpdvia apydtepaq,
YVwpIilel 1600 TUXEPN OTABNKE Kal NapoTpUVEl TOUG
Yovei¢ va napapévouv Betikoi kal ta naidida va pn
(pofouvral

‘Eva aMo napadeiypa eival auté tou Fernando and
tnv lonavia, o onoiog €ixe ve@PIKA avendpkeia
Kal unoPAnBnke o€ HETAaPOOXEUCN NNATOG OF
nAikia 14 gtwv. Eival akopn 14 €twv kal SnAWVEl
ot n Jwn xwpi¢ aipokabapon eivar unépoxn Kai
ot eivalr Bavpa va pnopei va tpwel fava «oxeddv»
(PUCIOAOYIKA.

‘Eva aképa napdderypa €ival autd piag pntépag
otnv ItaAia, n onoia NAye TV TPIXPovn KOpN TNG o€
ylatpo katd tn didpkeia twv diakonwy, Bewpwvtag
o1l To Naidi NG €ixe KatavaAwaoel XaAaopévo YPapl.
0 vyiatpdg OGianiotwoe 6t ocuvéBaive kATl AAAo
Kal, o€ Alydtepo and 24 wpeg, 10 HIKPG Kopitol
dlayvwotnke pe pia ondvia popen Kapkivou tou
Anatog. Inpepa, €ivar pia evepyn llxpovn. «Ta
naidid pag d1daockouv va pnv ta napatdpe kai navia
va aywvi{Opaote», Aéel n pntépa tng.
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rupnpageic acBevwv kai EAA

01 idlo1 o1 acBeveic Ppiokovtal ndvia Oto €nikevipo kal otnv oucia twv EAA. H
EVOWMATWON Kal N GUPPETOXN Toug diacpaAidouv 0Tl N pwvh Twv acBevwv akoUyetal

Kal avtikatontpidetal 0to €pyo Twv EAA.

To ERN RARE-LIVER, to onoio aoxoAeital
HE ONAvieG NMAtikEG vOOoOoUG, NAPEXEl WG
napaderyya to RARE-LIVER Youth Panel
(opdda véwv RARE-LIVER) kal unoypappicel
Tov TpONo pE Tov oroio véol aoBeveig
OULETEXOUV OTO €pY0 TOU WG HEVIOPEG,
npdTuna Kal cuvepyAteg.

‘Onw¢ yvwpilel kGBe atopo nAikiag avw Twv
30 €twv, ol véol auvnBwg PIAoUv Tn BIKA TOUg
yAwaooa kal tautidovial o peyaio Babpd pe
TOuG ouvopnAikoug Toug. MMoiog, Aoindv, Ba
anoteAoloe KaAUTEPO péviopa kal npdétuno
yla ToUG VEoug acBeveic pe ONAVIEG NNATIKES
voooug an’ 6,1l véol avBpwnol rnou Blwvouy
OpIopEVEG and TIG iBIEG KATAOTACEIG;

H opdda véwv RARE-LIVER anoteAeitar and
10-15 dropa nAikiag 18 €wg 30 €twv nou
Jouv pe anavieg nnatikég voooug. H opdda
auth ouvedpldalel TOUAGXIOTOV €€l (POPEC TOV
Xpovo diadiktuaka kai pia popd tov Xpovo e
QuUOIKN napoucia. Ta péAn napaxkoAouBouv
eniong otevd Tg 6pactnpidtnteg tou ERN
RARE-LIVER, ouppetéxouv g€ epyactnpia Kai
diadiktuakég ouvavinoelg kalr ouvdpapouv
otnv avdantuén KateubuvtNpiwy ypappwy.

‘ ‘ Eotiaovpe ot

L TOING
neEiBoddng yi Tovg veéoug

Behtiwon, g

wolevelg  nou

dieuvxoldvovpe TNV TOQEESIX
Bepumeing TOoLg TAEEYOVTAG

vTOoTNEIEY UL GLVOEDY) , ,

Ta péln g opdadag aviaAddooouv TIG
EUNEIPIEC TOUC HPE €nayyeAUATieC Tou Topéa
NG UyEiag Kai, Héow autng Tng aviarayng,
oupBdaAlouv otn BeAtiwon TNG UYEIOVOUIKNAG
nepiBaAyng  kar  napéxouv  MOAUTIHES
nNANpo@opieg and tn okonid tou acBevn kal
and tnv npoontkn Twv véwv. H kaBodnynon
AaMwv VEwv pe ondvieg nNNatikég voooug
napéxel pia avektipntn unnpecia —Bonbd
autoUg toug véoug acBeveic va aioBavovral
Aiyotepo @oOfo, peyaAUtepn aiciodofia kai
nepioodtepn katavénon and toug yupw.

AAVOLPE
nooonafeleg  wote  va
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Ta péAn tng opddag enw@elolvtal eniong and v
€ukaipia va oulntoUv petafl toug, ala kai pe
AA\oug VEOUG 0TNV KOIVOTNTA TWV oNaviwy voowy,
Kal va em@épouv BeTIKEG aAAay€G OTNV UYEIOVOUIKN
nepiBaAyn kai otig {wég vEéwv nou diaypdeouv tn
dIkn Toug nopeia Bepaneiag and andvieg véooug.

To ERN CRANIO, to onoio aoxoAeitalr pe ondvieg
Kai/f NOAUNAOKEG KpavIONPOOoWIIKEG avVWAAIEG Kal
wTopIvoAapuyyoloyikéG  diatapaxég, napouaidalel
10 €pyo peE TitAo «With my family to the theatre»
(Me v oikoyéveld pou oto Batpo), To onoio pag
BonBa va e€etdooupe v Katavonon petall twv
€NayyeALaTIOV TOU Topéa TNG NeEPIBaAyYng kal twyv
acBevwv/ppovtiotwy. To gpwtnua nou Ppiokdtav
OTO €niKEVIPO autoU Tou €pyou ntav 10 €ENG:
«Mw¢ pnopolpe €peic, w¢ yiatpoi kalr ndapoxol
UVEIOVOUIKNG  neEPIBaAYng, va eipacte akopn
KaAUtepol kaBodnyntég yia toug acBevei¢ pag,
BAénovtag kaBe ntuxn g WNg Toug, Kal OxI HOvo
TN oWWAtIKA Tou¢ Katdotaon, kal avadeikvuoviag
Tautoxpova tnv avBpwrnid pag» To €pyo €iXe wg
anotéAecpa v napaywyn piag taviag pe Bépa
TOV pOAO TWV YOVEWV KAl TWV OIKOYEVEIWY Yid

TOUG aoBeveic pe KpavionpoownikeéG Nabnaoeig Kai
NV avaykn avantufng KaAwv ox€oewv PETacy
TWV VIATPWY Kal Twv acgBevwyv yia v eniteuén
anoteAeopatikotepng Bepaneiag Kal PETPNCIHWY
OPEAWV YIa TNV UYEia.

H tawvia npaypateletal autiv tn oxéon Kal
npoPdAAel tnv avaykn va 608ei npoooxn atn oxéon
ylatpou/acBevn/yovéa.

To ERN EYE &popoAdynoe éva cofapd naixvidi
OXETIKA PE TIC PEATIOTEG NPAKTIKEG KaAtd TNV
avakoivwon d1dyvwong.

Epnveuopévo and npaypatikéG Kataotdoeig, To
€py0 autd napéxel Tn duvardINta OToUG XPNOTES
va avtpetwnidouv dUOKOAEC KataoTdoelg Katd n
yvwaotonoinon nepinAokng didyvwong.

Mia  emitponn  1QTPIKWV  EUMNEIPOYVWHOVWY,
KabBw¢ Kal evwoelg acBevwv Kal  PuxoAdywy,
OUVEPYAOTNKAV Yid TNV avantugn autou Tou €pyou.

v

A Barieas Gaee 8 TR
ERBHENI &F Fare dviadiad

r turn to play, you've got 1 hour!
il

|

EniokeOeite to cofapd naixvidl dw:
naixvidi ERN-EYE - ERN-EYE
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https://www.ern-eye.eu/adhoc/

Tagidia acBevwv

‘Eva and ta nio tpopaktika npdaypata nou avtipgetwnidel o acBevng ival 1o «AyvwaoTo».
Ti oupntwpata Ba éxel; Moleg aAayeg pnopei va avapével; Mwg Ba aiobdvetal cwpatika
Kal ouvaigBnpuatikd kabwg unoBdaretal otn Bepaneia yia tv acBeveid tou; Ta taidia
aoBevwv napéxouv autoU Tou €idoug TIG NANPo@opieg and TNV oNTIKA ywvia Tou acBevn,
NPoOo@EPOVTAG Toug (WTIKNG onpaaciag nAnpo@opieg, aAAda kal kaBnouxdalovtdag Touc.

To ERN-RND, Tt0 onoio aoxoAeitar pe oxedblaopo twv diadbpopwyv nepiBaiyng.

OMNAvIEG VEUPOAOYIKEG NaBNOoEIG, NapEXxel

éva napdderypa ouykekpipévwy  tagibiwv
aoBevwV PE TN HOPPN EVNHEPWTIKWY OEATIWY
yla névie opadec voowv nou eival eUkoAa
KAtavontd kal autiv Tn oTypn avantUooel
Tpia akopn yia va kKaAuyel aAAeg opddeg. Ta
ev Adyw tagidia aoBevwv dnuioupyouvtar and
KolvoUu and acBevei¢ kal KAIVIKOUG 1atpoug

YTOX0C €ival va napéxetal 10 KAtaAAnAo
1agibl aobevh oe kdabBe veodiayvwaobévia
acBevn, npokeipévou va tov Ponbnoel va
AdBel anavtnosl ota €pwTNpATd Tou, va
LEIWOEI TOUG (POBoUG Tou, va Viwoel Ot
AapBavel unootnpign kai va aicBavBei nio
evOUVapwEVoG.

Kal anoteAouv €va Bnpa npoddou mpog Tn
OUOTNUATIKA CUPPETOXN TwWV acBevwv otov

Acgite ta Bivteo:

« H ouvAyopog acBevn Lori Renna Linton agnyeital tnv 1otopia tng pe thv HSP: https://www.

youtube.com/watch?v=NHpGRGHfQlc

« H ouviyopog acgBevn Juliane Krabath, pntépa naidiol pe HSP: https://www.youtube.com/
watch?v=nYSy99xYoZA

AnAwaon anonoinong euBuvng: EAv €xete TUXOV AVNOUXIEG N ANOPIEG OXETIKA PE TN Xpron Twv dedopévwy aag
npoowrnikoU xapaktpa oto YouTube, Ba npénel va diaBdaocete NpooeKTIKA TIG MOAITIKEG TOU NEPI anopprnTou.



https://www.youtube.com/watch?v=NHpGRGHfQlc
https://www.youtube.com/watch?v=NHpGRGHfQlc
https://www.youtube.com/watch?v=nYSy99xYoZA
https://www.youtube.com/watch?v=nYSy99xYoZA

AUo ocuvnyopol acBevwyv poipadovrai
ToVv TPOMO HE TOV OMoio TOuG
BonBnoav ta tagidia acBevwyv yia thv
KANPOVOUIKN onactikn  napanAnyia
(HSP)

H ouvhAyopog acBevn, Lori Renna Linton, ndoxel
and HSP eni 16 ém. AnAwvel 6t n {wn g Ba
ntav noAU €UKOAOTEPN €dv €ixe vwpitepa otn
01aBeon g éva taidl acBevh. Avatpéxovtag oto
2017, otnv nepiobo nou unoPAnBnke oe apaipeon
NG oKWANKoeIdoUg andguong, dnAwvel 6t Ba
pnopouce va €ixe xpnalponoinoel to tafidl acBevn
NMPOKEILEVOU Va MEICEI TOUG NAPOXOUG UYEIOVOUIKAG
nepiBaAyng 6t n HSP Atav npaypatikn acBéveia kai
va toug anodeiel étl pnopei kaveig va avalntnoel
nAnpo@opieg yI' auth oto Google. Me 1o €yypago,
n voookopa epnpepiag Ba katahdBaive 6t n pavpn
abAntkn @oppa pe tn Aeukn Awpida oto KATW
pépog dev onpaive dtTl Atav nuypaxog. Ba eixe del
ot nabaivel kpduneg ota néApata kal otg YApne..
«ANA 1o onpavtikotepo an’ 6Aa eival 6t to tagidl
aoBevn Ba pou napeixe tn duvatrdtnta va Adpw thv
KatdAAnAn nepiBaAyn nou xpeialdpouy kai ot dev
Ba xpeiafdétav va enavalapfdavw To 10ToPIKO pou
Eava kar Eava» dnA\waoe.

Ta taidia acBevwv diatiBevial ot KUpIES
EUPWNAIKEG YAWOOEG Kal Napéxovial wg
@UAAGdia otn 61eUBuvon:
https://www.ern-rnd.eu/disease-knowledge-
hub/ern-rnd-patient-journeys/

H ouvnyopog acBevn Juliane Krabath, pntépa evog
14xpovou KopItaloU nou diayvwotnke pe HSP dtav
ntav 8 etwyv, dNAwaoe OTI, otV apxn, N OIKOYEVEIQ
dev yvwpile noAAd yia tnv HSP. Qotdoo, and €va
1aidl acBevn €uabav ot Ba €énpene va avapévouv
ouVEXN €NIdEIVWON TWV CUUNTWUATWY, Ta ornoia
Ba ennpéalav 1Biwg v Ikavétnta Badiong tng
kKépng Toug. To KOPITOl (POITOUCE O €va Kavovikd
auoTplakd oxoAeio, To onoio dev ntav MAAPWG
npoofdaoipo. «Xtnv apxn, dev unmnpxe npoBAnpar
nAéov OpwG, TéooEpa xpovia apyotepa, xpelaletal
pnaotouvia, Kal ol PETakivagelg and aibouoa oe
aiBouoa vyivovtar 6A0 Kal Mo KOUPAoTIKEG yia
ekeivny. Xapn oto tagi61 agBevn nnpav tnv andgpaocn
va aAAagouv oxoAeio Kal va nave to naidi Toug o€
€va nio npooPdacipo oxoAgio pe kKaAutepn ouvbeon
He TG dnpodaoleg ouykoivwvies. «To tagidr acBevn,
10 onoio napouaidlel tnv €€€AIEN tng vooou Kal
TIC NPOKANCEIC Nou avakuntouv, Ba pnopoloe va
BonBnael kal AAAEC OIKOYEVEIEC va NPOETOINACTTOUV
KaAUTepa yia To PEAAOV», BNAWOE.

PATIENT JOURNEY

.

—


https://www.ern-rnd.eu/disease-knowledge-hub/ern-rnd-patient-journeys/
https://www.ern-rnd.eu/disease-knowledge-hub/ern-rnd-patient-journeys/
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Ai1adpopécg nepifaiyng twv acOevwv Kai
npowBnon tng £€ykaipng diayvwong

To ERN ReCONNET npowBei tnv €ykaipn didyvwon kal tnv kKaAUutepn opydvwon
NG nepiBaAyng avantoooviag Tig diadbpopég nepiBaAyng twv acBevwv kai éva
diayvwotikd epyaleio, To Red Flags, 1o onoio uloBetei pia npooéyyion noAAwv
EVOIaPEPOPEVWV HEPWV.

To ERN ReCONNET oxebiaoe pia peBodoloyia

(to RarERN Path™) nou pnopei va

epappootei o€ OAeG TIC ondvieg voéooug Kal

OTIC VOOOUG XapnAoU eninoAacpou. YKomnog

¢ peBoboloyiag eival n dnpioupyia evég

0OpYavwtIKoU POVIEAOU ava@opdg yia TIg
diadpopéc nepiBaAwng twv acBevwy, TO

ornoio, €av e@appootei o€ OlapopeTika

nAaioia, B6a oupBdalier otn  dlaocpdaiion

BeAtiwpévng, oikovopikd anodoTiknG  Kal

100TIUNG NepiBaAwng pe enikevipo Tov acBevn
yla ondavieg kal noAUNAOKeG vOaouG.

RarERN  Path:  peBobodoyia yia 1
BeAtiotonoinon twv biabpoucv nepiBaiyng
TwVv aoBevwv pE ondvieG Kai rnoAUnAokeg
véooug nou avantuxbnke oto nAaioio twv
eupwnaikwyv SIKTUwV avapopdc.
https://doi.org/10.1186/s13023-020-
01631-1



https://doi.org/10.1186/s13023-020-01631-1
https://doi.org/10.1186/s13023-020-01631-1

H peBodoloyia npoPAénel th ouppeToxn diapopwy
evdiapepdpevwy Pepwy, Onwg e€ival ol 1atpikof
EUMEIPOYVWLIOVEG, Ol OIKOVOHOAAGyol Uuyeiag, ol
eknpoéownol acBevwy, oI QPOVIIOTEG, Ol KAIVIKOI
Iatpoi dlapopwy €18IKOTNTWY Kal AAAoI NApoxol
UYEIOVOUIKAG NePIBaAyng (VOONAEUTEG, YPUXoAdyol
K.An.).’Exel nén epappoaotei yia d1agopeg voooug nou
epnintouv otnv appodidtnta tou ERN ReCONNET
(n.x. ougTNEATIKN OKANPUVON).

Tautdxpova, to ERN ReCONNET avantuooel 10
Red Flags yia tv éykaipn didyvwon ondviwv Kal
xapnAoU eninoAacpol voowy Tou GUVOETIKOU 10ToU
Kal TOU HUOOKEAETIKOU GUOTAPATOG.

MNa nepioocdtepeC NANPOPOPIEG:

To npwrto epyaleio Red Flags avantuxBnke yia pia
and ti¢ nio ondvieg nabnoeig nou kaAuntel to ERN
ReCONNET, ti¢ oxeti{dpeveg pe v 1gG4 voooud.
Ta Red Flags avantuooovtal péow NPOaEyyiong
NOAAWYV EVOIAQEPOUEVWY PEPWV HE TN CUHHETOXN
IATPIKWV EPMEIPOYVWHAVWY, EKNPOCWNwWY acBevwyv
Kal YeVIKwv latpwyv. H 61dboon autwv twv Red
Flags o€ voookopeia kal akadbnpdikda nepifdAovia
anockonei otnv augnon NG €uaiocbntonoinong
OXETIKA HE TIC voooug petafy e1dikwv nou dev
e€e1bIkeUovTal OTN OUYKEKPIPEVN vOOOo, KaBwg Kal
HeTall Twv QPOITNTWYV 1aTPIKAG.

Improving organisation to improve care: ERN ReCONNET organisational reference model for
systemic sclerosis patients’ care pathway (BeAtiwon tng opydvwong pe otoxo t BeAtiwon tng
nepiBaAyng: Opyavwtiko poviého avapopds tou ERN ReCONNET yia th diadpopn nepiBaAyng twv
aoBevwyv PE ouoTNHIKA okAnpuvon)

https://doi.org/10.1177/23971983241269109

An Opportunity to Harmonise the Approach to Patients’ Care Pathways for Rare and Complex Diseases:
RarERN Path™ (Eukaipia evappdviong Tng NPooeyylong L TIG diadpopég nepiBaAyng Twyv acBevwy pe
onavieg kal noAUNAokeg voooug: RarERN Path™)

https://doi.org/10.3389/frhs.2022.935014

Identification of red flags for IgG4-related disease: an international European Reference Network for
Rare Connective Tissue Diseases framework (Mpoadiopiopog red flags yia oxeudopeveg pe tnv 1gG4
vOoouG: eva di1eBveg eupwnaikd diktuo avaPopdg yia To NAaiolo Twyv onaviwy VOowVY ToU ouVOETIKOU
I0TOU)

https://doi.org/10.1016/s2665-9913(24)00152-9
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Kapteg €KTaKkIng avaykng

Y€ autnv v nepintwon, To ERN-Skin napeixe pia e€atopikeupévn AUon yia acBeveig
HE ondvieg deppatikeég vOOOUG Ol 0roiol EVOEXETal va Xpelaotouy ensiyouaa nepiBaAyn
evw Bpiokovtal pakpid and to onitl Toug. Ti gupPaivel Aoinodv otav evag acBeving nou
ndaoxel and onavieg deppatikeg voéooug Ppebei o€ Katdotaon €KIAKING aAvAaykng Kai
kataAngel va xpndel eneiyouaag nepiBaAyng; Ti npénel va KAavel,

Andvinon: Na @épel €18Ikn KAPTA €KTAKING
avaykng, dedbopévou 61, otnv nAglovotntd
ToU, TO IaTpIKG npoownikd bev Ba eival
€COIKEIWPEVO PE TIC ONAVIEG OEPUATIKEG
vOOooUucg.

01 KApTEG €KTaKING avaykng cuvidooovtal
and Toug epneIpoyvwpoveg tou ERN-Skin
0€ ouveEpyacoia Pe ouvnyopous Twv OPadwy
unootnpiéng acBevwv tou idlou EAA kal
diaBétouv dAe¢ TIG anapaitnteg NAnpoQopieg
OXETIKA e ToV TpOno diaxeipiong evag acBevn
HE andavia deppatikn vOoo. Y€ KATAOTACEIG
€KTAKTNG avaykng, N nadpoxn autng Ttng
npocappoopévng nepiBaAyng eivalr {WTIKNG
ongaciag wote va ano@elyovidal Tuxov
EMINAOKEG.

AUTEG 01 KAPTEG €KTAKING avAyKNG €Xouv
10 péyeBog enayyeApatikng kaptag kal eivai
ypappéveg otnv €Bvikn yAwooaq, woTe ol
aoBeveic va pnopouv va Ti¢ €xouv padi Toug
avda naoa otiypn.

To ERN-Skin éxel avantUgel KApTeg €KTAKING
avaykng yia ti¢ akéAouBeg voaoouc:

. E€wbeppikn duonAacia

« Mop@oAuywdng ouyyevng deppatonddeia

< IxBuaon

«  YoPapéc Oeppatikég avtubpdacel; o€
(PApHaKo

Name: ... Phone:
Name: ... Phone:

MName (GP/pediatrician): ... Phone:
Name (specialist): ... Phone:
Rare disease Reference Center :
Namess s
; Orphanet EMERGENCY CARD
Phone: ... .
Al Scan with your e
; smartphone You

A2, European
I Raternce | QD)
se' Networks

Rare Disease
EMERGENCY CARD

CUTANEOUS ALLERGY CARD

Patient Familly name: ...
Eirst nameii .s.ossssevsasss

Mepioaotepeg nAnpo@opieg diatiBevtal atn dieBuvaon: https://ern-skin.eu/emergency-cards/
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https://ern-skin.eu/emergency-cards/

NMpwto NPOYpaHHA HETANTUXIAKWYV
onoudwv EAA otov TOHéA TWV ONAviwv
vEPPIKWV Voowv (ERKucation)

H eknaibeuon kal n katdption anoteholv Bacikég dpaotnpidtnteg yia oAa ta EAA,
KaBw¢ evioxUouv kal BeATIVOUV TOuG PEANOVTIKOUG enayyeAATieG Tou Topéa TG
uyeiag nou e1dikevovial o€ onavieg véooug Kal noAUNAokeg Nabnaoeig oe 0AGKANPN TNV
Eupwnn. Ta akadnpdika npoypdappata onoudwy yia tig ondvieg voaoug dev eival 16co
ouxvd, yeyovog nou kabiotd tnv avantuén T€Toiwv Npoypappdtwy onpaviiké kabnkov
Twv EAA.

To ERN ERKNet napouaidadel éva tétolo napddelypa otov Topéa TwV Onaviwy VEPPIKWY VOoWV.

5 ERKNet Postgraduate Curriculum %} ERKucation: Current status
) 5))
Cliﬂit—ﬂl Wﬂbinars ELEﬂrHiﬂgE—aﬁEﬂ ¥ Launched 2021, yearly noaw classaes

experience ¥ g classes with a total of 402 students

’ [ students from 65 ERKNet haaltcare providers - Erﬂd:ltﬁmd
FBY  in 22 EU countries MPGREAn hare Raney

Disease Specialists™

rane kidrey o smaai -I ¥ :M-‘-' I" ".' Bt & aceanred wenars since 2021 - 125 webinars, 32 eLeaming cases,

Bworkshops aor Continuing Medical Education
ICME) courses Successiul Complation
1st class : 65 . *
= hagin 2nd class: 1T ! b
ZERKNo | el (ERKHNEL e Farsaeas limias

H npwtn td&n tou ERKNet anogoitnoe tov Aeképppio tou 2023 pe 65 Eupwnaioug €1dikoug
OTIC OMNAVIEG VEPPIKEG VOTOUG.
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COoVID-19

Zuppetoxn Twv EAA Kata tn diapkeia
TNG EKTAKTNC Avaykng AOyw Tng VOoOU

Ta EAA aviébpaoav eniong ypriyopa kai napeixav tn othpi§n toug otav €onace n
navénpia COVID-19. AkoAouBouUv pepikda napadeiypata tng eneifyoucag cupBoANng Twv
EAA otnv avtipgetwnion tng vooou COVID-19 and tnv EE.

Mpokeipévou va PBonbrnoouv toug acBeveig
Mou MAcxouv and ondvieg OoTIKEG vOaoug
va AdBouv tn othpi§n kalr t @povtida nou
xpeladovtav katd tn didpkeia tng navonyiag,
10 ERN BOND kai apketoi Itahoi enayyeApartieg
ToU TOpéa NG uyeiag OnpioUpynoav tnv
«COVID-19 Helpline for Rare Bone Diseasess,
Hia apeon Kal €181kN TNAEQWVIKNA ypappn rnou
Aeitoupyouoe 24 Wpeg 10 24wpo, 7 nUéPES
v €BOopdda. Ytdxo¢ ntav n aviaiayn
EUMNEIPIWV KAl YVWOEWYV OXETIKA IE TIG ONAVIEG
00TIKEG VOOOUG TOOO PE TOUG idloug Toug
aoBeveic 600 Kal PE eNayyeALATieg Tou Topéa
NG uyeiac nou epyalovrav OTIC HOVADES
eviatikng Oepaneiag kai/n o€  NTEPUYES
COVID-19 o6nou nepiéBaknav acBeveic nou
énaoxav and ondvie¢ ooTIKEC vooous. Ma
ToUu¢ aoBevei¢ pe onAviEG OOTIKEG VOOOUG,
ntav {Wtikng onpaaciag va yvwpidouv ot Ba
eCakolouBouoav va PBpiokovial o€ oteEVA
€naen pe toug Bepdnovteg 1atpoUs Toug Kal
Ba pnopoucav va Toug EVNUEPLIVOUV OXETIKA
HE TUXOV aAAay£G oTnv Uyeia Toug.

To ERN ReCONNET, to onoio aoxoAeital
HE TIC ondAvieg Kal MoAUNAOKEC vOOOUG TOU
ouVOETIKOU 10TOU Kal TOU HUOOKEAETIKOU
ouotnpatog (rCTD), é€oneuce eniong va
avalaPel dpdon kai €§€bwoe onpeia nou
npénel va AapBavovtar undéyn yia t Bepaneia
aoBevwyv mou ndoxouv and autodvooeg
PEUPATIKEG VOOOUG PE avtiikéG Bepaneieg
Kal nmpoidvia avtowpdatwy Katd tou SARS-
CoV-2.

AutO ouvéPn napaMnAa pe tov oxediaopd
HIaG  MOAUKEVIPIKAG  MPOOMTIKAG  PEAETNG
KOOPTNG Nou agopouaoe tov epBoAiacpd katd
tng COVID-19 o€ ondvieg kal noAUNAOKEG
vOOOUG Tou ouvoetikoU 1otou (VACCINATE)
Kal piag  ogIpag  €pyactnpiwv  yia  Tov
kaBopiopd Twv NpokANcewv 6oov agopd
n dlaxeipion kai tov €ppoAliacud acbevwv
pe rCDT otnv enoxn tng COVID-19, kabuwg
Kal €VNPEPWTIKWY APIOWY OXETIKA HE TOV
eppBoAMiacpd otic yYAwoaoeg g EE.
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H emtuxnuévn auth epneipia avedei€e tov Bepehindn poAo tng €€ anootdoewg nepiBaiyng
UPnANg noidtntag o€ acBeveic pPe onAvieg ooTIKEG vOOOUG Katd tn didpkela tng €€apong tng
vooou COVID-19, n onoia Ba pnopouce va anoteAéoel npATuno ouvnBoug NPAKTIKAG yia tnv €§
anootdacewg NepiBaAyn, n onoia eivar 161aitepa oNPAvTIKA yia TouG aoBeVeiG Pe ONAVIEC 00TIKEG
vOOOouUG,.

Ma neploodtepeC NANPOPOPIEG:

The line between COVID-19 pandemic and rare bone diseases (H ypappn petagu tng navénuiag COVID-19
Kal TwV onAaviwy 00TIKWY VOOWV)

https://doi.org/10.1007/s11845-020-02400-6

Providing high-quality care remotely to patients with rare bone diseases during COVID-19 pandemic
(Mapoxn €€ anootacewg nepiBaAywng uwnAng noidtntag oe acOeveiG PE ONAVIEG OOTIKEG VOOOUG Katd Tn
diapkela tg navdnpiag COVID-19)

https://doi.org/10.1186/s13023-020-01513-6

ERN ReCONNET points to consider for treating patients living with autoimmune rheumatic diseases with
antiviral therapies and anti-SARS-CoV-2 antibody products (Znueia nou, katd to ERN ReCONNET, npénel
va AapBavovtal unéyn yia t Bepansia acBevwyv Nou NAcxouv and AUTOAVOOEG PEULATIKEG VOOOUG HE
aviiikeg Bepaneieg kal Npoidvia aviiowpdtwy katd tou SARS-CoV-2 )

https://doi.org/10.55563/clinexprheumatol/jpargp

The impact of COVID-19 on rare and complex connective tissue diseases: the experience of ERN Re-
CONNET (O avtiktunog tng vocou COVID-19 otig ondvieg kal NoAUNAOKeG VOOOUG ToU OUVOETIKOU 10ToU:
n epnelpia tou ERN ReCONNET)

https://doi.org/10.1038/s41584-020-00565-z

Long-term outcomes of COVID-19 vaccination in patients with rare and complex connective tissue
diseases: The ERN-ReCONNET VACCINATE study (MakponpoBeopa anoteAégpata tou eppoAlacpiol katd
™ng COVID-19 o€ aoBeveic pe anavieg kal noAUNAoKeG voaooug tou cuvoetikoU 1otol: H peAétn VACCI-
NATE tou ERN-ReCONNET)

https://doi.org/10.1016/j.jtauto.2023.100221

21


https://doi.org/10.1007/s11845-020-02400-6
https://doi.org/10.55563/clinexprheumatol/jpargp
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VOOOU(C

Eidikn egneipoyvwaoia yia Ti¢ onavieg

Ta EAA cuvepyalovtal pe aaBeveic kar péAn opdadwyv nepiBaAyng. To ERN LUNG, 1o
onoio aoxoAgital pe ondavieg vOOOUG TOU avanveuaTikoU ouaTAPATog, nepIEypaye éva
povadikd auoTtnpa yia TNV Napoxn anavinoewy g€ EPWINCEIG MOU EPNINTOUV OTO Nedio

€101KOTNTAG TOU.

To ERN-LUNG Expert Advisory BOard
(OUPBOUAEUTIKA €MITPONN EUMNEIPOYVWLOVWY
ERN-LUNG — ERN-LUNG EXABO) cuotdbnke
KUpiwg wote acBeveic kal HEAN Twv opadwy
nepiBaAyng va AapPdavouv anavinoelg yia
TUxOv {nthpata nou oxetidovial pe to ERN-
LUNG. Ano tic 31 Auyouatou 2023 35 véol
aoBevei¢ xpnaoipgonoinoav To ouotnpa yia
va unofdAlouv epwtnpata kar va AdBouv
anavtnaoeig anod ePneEIPOYVWOVEG GE OMNAVIEG
vOOOUC.

To oUotnpa dieupuvel Tn dlaBegipdtntd Tou
OTIC EUPWNAIKEG YAWOOEG Kal unootnpidetal
oBevapd and opyavwoel acBevwv nou
oupBdaArlouv otn 61ddoon NG GNUNG autou
ToU Kalvotépou ocuothpatoG. EmnAgov, To
EAA nepidappavel otadiakn diabikacia eav
dev pnopei va 606¢i andvinon pe autdv Tov
Tpono, n diadikacia nNpoxwpd OTo €MNOUEVO
otadlo yia tn dlevépyela 1atpikng oulhTnong
0To oUoTtnpa diaxeipiong KAIVIKWY aoBevwy.
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EHNEIPOYVWHOVWV

AIENICTNHOVIKEG NPOCEYYICEIG

01 BIEMIOTNHOVIKEG MPOCEYYIOEIG EUNEIPOYVWHOVWY, ONwG ta dieniotnpovika aupBouAia
oykoAoyiag, eival BepeAiodoug onpaciag yia tnv eniteu&n oAITTIKWY kal OAOKANPWHEVWV
aflodoynoewv g didyvwaong kal tng Bepanciag Twv aocBevwy. To ERN EURACAN, 10
onoio aoxoAeital pe ondvioug oupnayeic kapkivoug evnAikwy, Napéxel éva napaderypa
TOU TPAMNOU PE TOV 0M0i0 N MPOCEYYION AUTA EVOWMATWVETAl 0TO £PY0 TOU, KaBwg Kal
NG NpoaotiBepevng afiag nou Napexel otoug acBeveic.

To ERN EURACAN enionpaivel to napdadeiypa
NG OpAdAg oNAviwy HOPPWV YUVAIKOAOYIKWV
Kapkivwy, 0to nAaiolo tng onoiag e§etdotnkav
260 nepiotatikd acBevwv petafu Noepuppiou
Tou 2017 kai OktwpPpiou Tou 2023.

AvTiktunog twv AIENIOTNPOVIKWY ZUPBOUAiwY
OykoAoyiag (MDTBs) otnv nepiBaAyn twv
acBevwv:

And tov Mdptio tou 2022, oto nAaicio tng
otpatnyikng EURACAN yia tnv evappovion twv
dpaotnplothtwy petafl 6Awv twv opadwv
Oonaviwy CUPNaywy HopPWYV Kapkivwy, To
EAA afonoince tv eukaipia va otnpi€el
€Ikovikd MDTB pe €161kn xpnpatodbdtnon nou
nepiAapBavetal otig enixopnynaoelg g EE kai
npoopidetal anokA€IOTIKA yia TN Xpnon Tou
ouothpatog Olaxeipiong KAIVIKwY acBevwv
(CPMS).

1 Alice Bergamini, Tuvédpio ESMO 2024 — luvaikohoyikof
kapkivol #ESMOGynae24, Abstract 82MO

« Yta & Abyw MDTB ouppeTéxouv
Kopu@aiol EUNEIPOYVWOVES TOU
EURACAN ano O1apopeg Xwpeg pE
otéxo va efetdoouv nmoAunAoka n noAu
ondvia nepioTatika acBevwv g€ OAEC TIG
opadeg kapkivou, va e€etoouv OAEG TIG
MPOOMTIKEG Kal va nNapdoxouv €YKalpeg
Kal akpiBeic diayvwaoelg.

« Autég o1 Oiabiktuakég  oulntnoElg
anookonoUv €niong otnv augnon tng
npéoPacng oe kavotopeg Bepaneieg Kal
KAIVIKEG BOKILIEG.

KaBe nepiotatikd, oe kaBe opdda kapkivou,
€lo0ayetal otn ouvexeia ato CPMS npokeipévou
va avantuxBei n xpnon tng nAatpoppag oe
0AOkANnpo to diktuo.

4
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dAaipuy/sabewiAlen @

0 ap1Budg twv acBevwy nou eetdotnkayv dinAacidotnke o€ didotnpa 6 €TWV.

Mepatépw diayvwotikeg eEetdoelg oto 1/3 twv aobevwy.

EvaMaktikeg duvatotnteg Oepaneiag o oxeon e ekeiVeG Mou gixav apxikd npoypappatiotei yia 1o 50 % twv acbevwy.
Epappoyn twv ev Adyw cuctaoewv Bepaneiag oto 94 % twv NEPINTWOEWYV.

Y10 17 % twv acBevwy unnp&e olotaon yia napakoAouBnon avti yia enikoupikn xnpeioBepaneia.

37 aoBeveig anéktnoav npooPacn o€ Bepaneieg eKTOG EYKEKPILEVWY EVOEIEEWY, 4 eviAxOnkav o€ KAIVIKEG OOKILEG OTO
eCWTEPIKO.

Xdpn ota MDTB, o1 acBeveic pndpeoav va €xouv npooPacn os Bepaneieg EKTOG EYKEKPILEVWY eVOEIEEWVY, 01 onoieg
bev éxouv akopn eykplBei yia ondavieg HopPEG YUVAIKOAOYIKWV KapKivwy Kai ol onoieg diapopetika dev Ba ntav
NPooPACIUEG O OPIOUEVEG XWPEG. >3
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ruvepyacia petafu twv EAA

Ta EAA avupetwnidouv ouxvd TG idlEG NPOKANCEIG, TIC OMoieg pnopouv va
avtipetwnioouv anoteAeopatikdtepa and koivou! Edw pnopeite va deite nwg duo EAA
—T10 ERN eUROGEN kai 10 MetabERN— ouvepyadovtal pe otéxo va cupBdalouv atnv
ENITAxuvon g avantuéng naidiatpikwy Kal opPpavwy IatpoTEXVOAOYIKWY NPoidVIwY

yla ondvieg véooug.

ITOoV TOPéa TwvV onaviwv voowv, dev
diatiBeviar apketd 1atpotexvoAoyikd
npoiovia npoopiddpeva  €10Ika  yia
naidi@ pe onavie¢ véooug. Ta ev
Adyw 1atpotexvoloyika npoidvia, Ta
enovopalépeva naidiatpika Kair oppavda
IaTPOTEXVOAOYIKA MPoidvia, pnopolv va
napéxouv Bacikeg Asitoupyieg oe aoBeveiq
HE ONAviEG VvOOOUG, OTOUG (PPOVTIOTEG
TOUG Kal OTOUG €nayyeAPAtie Tou topéa
TNG UyEiag nou ta xpnaiponololy, watdéao
noAloi acBevei¢ kal @povtioteg Oev
diaB¢touv naidiatpika 1atpotexvoAoyika
npoiovia €1diké npoocappocpéva yia tnv
naenon toug.

N autdv tov Adyo, yivovtal npoondabeieg
pHEow NG Npwtofouliag tng nAatpoppag
DeCODe wote va npowbnbei n
avantuén naidiatpikwy Kalr  opeavwyv
IATPOTEXVOAOYIKWY MPOIOVIWY, KATI Mou
Ba oupBei og duo otadia:

«  Apxik@, n DeCODe Ba xaptoypa@naoel
Ta naidiatpik@ Kar 1@ oppavda

IaTPOTEXVOAOYIKA npoiovaq, 1a
evdlapepopeva  pépn KAl TG
npwrtoPBouAie¢ kal otn ouvéxela Ba
avantu€el pia availuon g PBacikng
diabpopng  yia  tov  kaBopiopod
Tou PéAuctou TPOMou  avantugng
KaIvoTOpwv naidlatpikwy Kal
0pPAVWV 1aTPIKWV TEXVOAOYIWV.

Xtn ouvéxela, n DeCODe Ba eniAggel
névie @QOPEi¢ avantuéng yia v
unoaotnpIgn g npwtoPBouAiag.
MNa kaBévav and Ttoug EMITUXOVTEG
Qopei¢ avanténg, n DeCODe Ba
napakoAouBei ta xpnpatodotoUpeva
naidlatpik@ opPpavad IatpoTEXVOAOYIKA
npoioviq, oV apiBuod Twv
NPWTOTUNWY MouU €Xel avantu&el kabe
Popeag avantugng, ta enIXEIPNUATIKA
ox€dla Mou €Xouv KatapTioTEl, Tov
apiBpd  twv  ouAoyYwV  KAIVIKWV
dedopévwy nou €xouv dpopoAoynBei
Kal Ta NIoTOMNOINTIKA NoU €xouv AngBei
kaB’ 6An t didpkeia tng diadikaoiag
unooTtNPIENG.



Ta avapevopeva anoteAeéopara; Xto nAaioio
NG véag autng npwrtofouliag, Ba eykpiBouv
kal B8a uAonoinBouv 3-5 véa 1aTpoTEXVOAOYIKA
npoidvta yia naidid nou AapBavouv nepiBaiyn
yla anavieg voooug.

H nAatpoppa DeCODe Ba eivar diaBgaipn yia

KaBe eupwnaikd @opéa avantuéng (opddeg
kaBodnyoUpeveg and acbeveic, akadnpaikn
KOIVOTNTA N PIKPOHEDQIEG ENIXEIPNTEIG).

Eniong, edw pnopeite va pabete yia to nwg ta EURO-NMD, ERN-RND kar EpiCARE cuvepydalovtal
0€ OXé0n PE TIC NPAKTIKEG yovidiakng Bepaneiag kalr thv nepiBaAyn kair v €peuva yia Tig

HITOXOVOPIaKEG VOOOUG

Ytnv opdda epyaciag nou €xel ouotadei
petafy twv EAA yia tig yovidiakeg Bepaneieg
ouppetéxouv 3 EAA (ERN EURO-NMD, ERN-RND,
EpiCARE) pe otdxo tn ouvepyacia oe dpaoeig
nou agopouv NTUXEC TNS yovidiakng Bepaneiag
Kal antovtal tou nediou epappoyng Kai twv
3 EAA, n.x. IpEXOUCECG MNPAKTIKEG, KAVOVIOTIKEG
NPOKANCEIC Kal MPOKANCEIC mou oxeTidovial
HE TO KOOTOG TNG UYEIOVOUIKNG nepiBaAyng,
KAIVIKEG OOKINEG KAM. Xe autd Tto nAaiolo,
npaypatonoinbnke pia oeipd diadiktuakwyv
OEMIVapiwyV OXETIKA PE TIG YovIDIakég Bepaneieg,
ota onoia avtaA\daxbnkav Oidaypata Kai
NPaKTIKA anoteAéoparta.

EnminAéov, OievepynBnke eupeia €peuva yia
tnv afloAdynon ™G UPIOTAPEVNG KAtdotaong
000V aQopd TIC EYKEKPIMEVEG Kal TIC unod
é€peuva yovidlakég Bepaneie¢ otnv Eupwnn.
Ta ERN- EYE kai MetabERN kAnBnkav va
ouppetaoxouv. H avaAuon Bpioketal oe e€€AIEN
Kal To anotéAeopd tng Ba npénel va eival
€yypago Béong kar olotaong yia PeAtiwon

DeCODe

Kal evappovion Twv UQPIOTAPEVWY NPAKTIKWV
OXETIKA PE TIG YoVIOIakEG Bepaneieg og oAdkANpN
nv Eupwnn.

Ytnv opdda epyaciac Mito, n onoia é€xel
ouotaBei petall twv EAA, guppetéxouv 5 EAA
(ERN EURO-NMD, ERN-RND, EpiCARE,

ERN-EYE, MetabERN) pe otdxo 1NV
QVTIPETWNION TWV NPOKANGEWY Nou anaviouv
o€ OAEC TIG VOOOUG Kal apopouv tnv nepiBaiyn,
TNV eknaidbeuan Kal tnv €peuva OXETIKA HE TIG
NPWTOYEVEIG pIToxovoplakég voooug (PMD). Ito
nAaiolo autd, 24 Eupwnaiol EPNEIPOYVWHOVES
OUVEPYAOTNKAV yia nv avantuén
KaTeubuvinpiwy YpapUWV Kal OGUVAIVETIKWV
OUOTACEWYV OXETIKA PE TNV acPaAn xpnon Twv
PappAakwy Kal tn diaxeipion Twv €NIANATIKWY
Kpioewv otnv pitoxovdplakn emAnyia. To
anotéAeopa autng TNG GUVEPYATIKNG €pyaciag
dnpooielbnke oto European Journal of
Neurology https://doi.org/10.1111/ene.16275/

MeploooTEPEG NANPOPOPIEG OXETIKA HE

tnv nAatgdéppa DeCODe &iatiBevral otn
61e0Buvon: https://eurogen-ern.eu/decode-
orphan-and-paediatric-medical-device-
project-launched/
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PAPHAKWV

Aiacpalion tng BiwoigoTnTag TWV

Mia aAn npOkANCN Nou ouxvd avakUMntel oTov TOpéa Twv Ondaviwv voowv €ival n
diaBeaipotnta kalr n npdéoBacn o€ e€eidikeupéva pdppaka kal Bepaneieg yia onavieg
voooug. To MetabERN, to onoio aoxoAgital pe 11 KANPOVOUIKEG HETABOAIKEG Dlatapaxeg,
nepiypagel tov TPONO PE TOV OMOI0 AVIIHETWNIOTNKE N €AAeIPn €voG owtnpiou

pappdkou.

To MetabERN €€nyei ou n €Meyn
koBaAapivng C (CBLC) eivar pia ondvia
ouyyevng dlatapaxh nou  ennpeadel
Tov petafoAliopd ¢ Pitapivng Bl2
(koBaAapivn)kaieivaiBavatngopogeav bev
avtipeTwnotel. Yndpxel pia pévo yvwaotn
Bepaneia  —n  kaBnpepivhh  xophiynan
ugnAng  ddong  ubpofokoPalapivng
(OHB12). Xwpi¢ autd 10 (QAppako, ol
aoBeveig pe CBLC napouaoialouv aoBapég
IATPIKEG EMINAOKEG, EVW WNOPEi akdpn Kal
va nedavouv.

Enopévwg, T pnopouoav va KAvouv ol
acBevei¢ dtav diakdnnke n KukAogopia
autng ¢ owtnplag Bepaneiag to 2022,
kal Aiyo apydtepa otav avagépBnkav
eMeipeig OHB12; 01 {wég toug Bpiokovtav
KUPIOAEKTIKA a€ Kivduvo.

Ma v avupeTwnion autng thg EAAEIYNG,
ITAANIKEG  EVWOEIG,  0pPYavwoel§  Kal
enayyeApatie Tou Topéa NG UYEiag
avélaBav dpdon. H Associazione ltaliana
Acidemia Metilmalonica con Omocistin-
uria (n1taAikn évwon yia t peBuApalovikn
ofuaipia pe opokuativoupia) kai n opada

MetabERN ItaAiag, pe emikepalng to
Noaookopeio Maidwv Bambino Gesu tng
Pwpng, évwoav Tic SUVAPEIG TOUG PE AAES
opyavwoelg acBevwy, KAIVIKOUG 1atpoug
Kal Tov ItaAikdé Opyaviopd ®appdakwy.

A@ouU avéluoe diapopeg eniAoyEg, To Me-
tabERN ItaAiag katéAnge oto ocupnépaopa
ou dev ntav duvatdv va PBpebei AAAn
enmAoyn: ol aoBeveic xpeialovtav OHB12,
n onoia prnopouce va eloaxBei pévo o€
nepIopIoUEVEG NoodTNTEG anod Tnv lonavia.

Q¢ ek ToUTOU, TO LTPATIWTIKO PaPHAKEUTIKO
Xnpiko Ivatitouto tng PAwpevtiag (ItaAia),
oto onoio avatéBnke 61d vopou n e€elpeon
AUoEwv o€ €BVIKEG KATAOTACEIG EKTAKTNG
avaykng, napevepBn wote va kartagtouv
diaBéoipa véa anoBéuata OHB12 vyia
OAEC TIC OIKOYEveElEG mou  xpelaloviav
Bepaneia. To andéBepa anokataotddbnke
Kal, J€ autdv Tov Tpono, owbnkav {weg
acBevwv.
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ruvepyacia pe to Orphanet

O1 upnAng noidtntag NAnpogopieg Kal n akpiBng tafivopnon twv onaviwv voéowv
gival ouolaoTtikAG onpaciag yia tnv tautonoinan, T didyvwan, Ty nepiBaAyn kai
Bepaneia twv onaviwv voowv. To ERN ITHACA, To onoio aoxoAeital ye onavia cuvdpopa
duanAaciwy, diavontikég Kal AAeG veupoavantuflakeg diatapaxeg, e€nyei Tov Tpono
ouvepyaaoiag tou pe To Orphanet o€ autdv tov Topéa.

To Orphanet, n diadiktuakn NUAN yia Tig
ondvieg voooug Kal Ta oppavd pappaka,
gival pia ynelakn nAatgdéppa atnv onoia:

oUAMéyovral, BeAtiwvovtal Kal
napéxovial UPNANg noiétntag
NANPOPOPIEG OXETIKA PE TIC OMAVIEG
vOOoUG He otéxo ™ PeAtiwon Tng
diayvwaong, tng nepiBaAyng kar Ing
Bepanciag  acBevwyv pe  ondvieg
vOooug

diatnpeital  kar  avantiooetal N
ovopatoAoyia twv onaviwv voéowv
katda Orphanet (ORPHAcode), To onoio
eival éva 81eBvwg 1oxUov ouotnua
1aivépnong twv ondviwy voowv nou
XpNOoIPeVEl yia TNV tautonoinon twv
acbevwv pe onavieg vOooug Kal To
onoio cuviotd eniong n Eupwndikn
Enmitponn.

KaBe ndapoxog uyelovopikng nepiBaiyng
nou ouppetéxel ato diktuo ERN ITHACA
KaAeital va ouvepyaotei pe to Orphanet pe
oToxo Th dnploupyia n v enikaiponoinon
KATaxXwpIioEwy otov eupwndikd katdAoyo

TwV (veupo)avantugiakwy diatapaxwv.

An6t02020¢éxouvavaptnBeiotodiadiktuo
80 ocuvelopopég. 01 MANpoPopieg autég
pnopouv va €icaxBouy, yia napadeiyua,
otn Bdaon 6edopévwyv SysNDD, pia Baon
debopévwy yia ta yovidia nou oxetidovial
HE TN VONTIKA UCTEPNCN Kal TOV auTIouO,
TNV enipéAela tng onoiag unootnpilel kai
ouvbpapel to ERN ITHACA. To ERN ITHACA
xpnpatodotei eniong tov ouvdeapo petagy
tou Orphanet kai tng Baong dedopévwv
yla Tov Katdloyo twv Yyovidiwv nou
oxetidovtal e TN PN CUVOPOUIKA VONTIKN
uagtépnan.

To ERN ITHACA éxel eniong oupPdAel o€
d1apopEe eENIKalponoINaEIg TNG ovIoAoyiag
nou xpnaiponolei to ORPHANET, cUpgwva
pe tn Baon dedopévwy yia tnv OvioAoyia
Tou AvBpwnivou ®aivotunou (HPO).
O1 KUpIEG OUVEIOPOPEG aPopouv ToV
Topéa NG ePPpuUIkng naboAoyiag, kabBwg
Kal npOoQAteG EMNIKAIPOMOINCEIG  OTNV
Tagivopnon twv diopagiopwy, ol onoieg
npaypatonoinbnkav o€ ouvepyaaoia Pe to
ERN eUROGEN.
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Oukpavia

Ta EAA svwvovtal yia th otnpi€n
acOevwv HE ONAVIEC VOOOUC TNV

Tov Mdptio Tou 2022 ta eupwnaikd diktua avapopdg €oneucav va avaldBouv d6paon
yla In otnpIgn twv dvw Twv dUo ekatoppupiwv Oukpavwy acBevwyv nou ektpdatal
Ot ndoxouv and ondvia n noAunAokn vooo. 'Hon Katd toug NPWToUG TPEIG PAVEG
Tou eniBetikoU noAépou tng Pwaoiag katd tng Oukpaviag, oxeddv 300 nepiotatika
napanép@inkav oe Napdxoug UYEIOVOUIKAG NepiBaAyng twv EAA. Itnv nAglovotntd
TOUG €NPOKEITO Yia acBeveic mou €naoxav and onavieg Hop@eg naidliatpikol kapkivou,
alpatoAoyikeég diatapaxég n avantu€lakég vooous. EminAéov, n Emitponn B€onioe
¢éva nAaiolo nou napéxel tn duvatdtnta otoug Oukpavoug napdxoug UYEIOVOUIKAG
nepiBaAywng va {ntolv oupPBoulég oxetika pe Oukpavoug acBeveic nou ndaoxouv anod
ondvieg h NOAUNAOKEG VOoOUG and pEAN Twv eupwndikwy SIKTUwY avapopdag.

Ta EAA Bacidovtal atnv apxn 0TI N 1AtpIkn
epneipoyvwoia Ba npénel va aneubuvetal
otov acBevh nou ndoxel and ondvieg
vOOOUG, kal OXI TO avTioTPOPO' N EPapHoyn
autng NG apxng eivalr {wtkAG onpaciag
KUPIwWG 0€ pia xwpa nou paoctietal anod tov
noéAepo. H emdeivwon g noén nepinhokng
NPOKANGNG MouU €VEXEl N Napoxn akpiBoug
diayvwong kal nepiBaAyng yia pia onavia
vOOO NATav pia avaykn nou MpoEKUYE
€10Ikd Adyw Twv OuykpoUoswv. Ta
apxeia  aoBevwv  Kataotpdenkav N
xabnkav, npoékuye Eagvikn avaykn yia
HETAPPAOTIKEG  UMNPECIEC KAl  UMNPXE
EMEIPN  EyKATAOTACEWY Kal napoxwv
UVEIOVOHIKNG NEPIBaAyng.
ITIG €10IKEC IATPIKES avAaykeg
nepiAapBavovtay, petafl dAAAwv:

Ynoothpi€n 6oov agopd Ttov TPpono
pe Tov onoio or Oukpavoi acBeveig
pgropoUv va é€xouv npdéoBaocn o€
AKpwG ECEIDIKEUPEVEG XEIPOUPYVIKES
eneppdaoelg N IATPOTEXVOAOYIKA
npoiova.

YnootnpiEn twv enayyeAudaticyv tou
Topéa tng uyeiag otnv Oukpavia kai
TWV EVWOEWYV aoBevwv.

YnootnpiEn wng diaAoyng kal tng
napanopnng npoo@uywv o€ ad hoc
IaTpIkéG opadeg tng EE.

YnootnpiEn twv ouvdéoewv petagy
acBevwv  Kal  evWoEwv, ONwg n
EURORDIS.
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Opiopéva EAA ulonoinoav dpactnplotnieg
yla t otpiEn Oukpavwyv acBevwv nou
ndoxouv and anavieg voooug, Onwg:

Ané Tg 10 ZentepPpiou 2024, n
Eupwnaikn  Emitponn  Naibiatpikng
OykoAoyiag, oupnepiAapBavopévou
tou ERN PaedCan, yia tov naidiatpikd
Kapkivo (aipato-oykoAoyia), BorBnoe 1
643 Oukpavoug naidiatpikoug acBeveig
HE Kapkivo pEOw TOU  OuKpavikou
npoypappatog SAFER (Supporting Action
for Emergency Response — Ynootnpi€n
g Odpdong vyia TNV avupeTwnion
KATaoTAoewV €KTAKTNG avaykng).

Metd tnv eniBeon oto €Bvikd voookopeio
naidiwov  Okhmatdyt oto Kiefo 1ng
Oukpaviag otug 8 louAiou 2024, ol
naildiatpikoi  acBeveic pe  Kapkivo
XPEIAOTNKE va anopakpuvBouv €k VEou.
Ta péAn tou ERN PaedCan, oe otevn
ouvepyacia pe to SAFER Ukraine kai/n
ansuBeiag pe ta eupwnaikd eBvika
unoupyeia uyeiag, avéAapfav thv acpain
anopdakpuven 13 acBevawv.

To EpiCARE, 10 €upwnaikd biktuo
avagopdg yia onavieg kalr noAUnAoKeS
ENIANYIEG, eknpoowneital enionpa otnv
«€I0IKN opdda yia v avipetwnion
EKTAKTWY avaykwy Kal Kpiogwv» nou
dnpioupynBnke yia tv Oukpavia and m
AieBvn ‘Evwon katd tng ErmiAnyiag (ILAE).
H opdbda cuppwvnaoe eni piag 6éopng entd
Baoikwyv bpdoewv. H opdda epyaciag
ILAE kai to ERN EpiCARE &iaogpaAidouv
pnviaie¢ KANOEIG Kal aneuBeiag enagég
pe €10lIkoUg oe Bépata emAngiag kal
ouvnyopoug acBevwyv atnv Oukpavia, pe
okonod tnv eniBAEYn TG Epappoyng Kal
TNV ENIKAIPOMNOINON autwy TwV dpAcewV.

To ERN EpiCARE 6npoaicsuce npéogpata
10 Olabiktuakd oepivaplo  pe  TiTAo
«Managing Epilepsies in Crisis Situations
- The Ukraine Experience» (Alaxeipion
TWV ENIANYIWV O€ KAtaoTtdoelg Kpiong —
H neipa nou anoktBnke otnv Oukpavia),
HE MPOOKEKANUEVOUG OUIANTEG and Tnv
Oukpavia.

Apéoweg peTd ™ otpatwtikn eniBeon
oto téAog dePpouapiou tou 2022, pe
npwtoBouAia tou ERN-EYE, ta EAA
dnploUpynoav tov €161kd dIKTuakd téno
https://www.erncare4ua.com/ yia Ttnv
napoxn NANPOQOPIWY OXETIKA HE KaBéva
andé ta 24 EAA, kaBwg kal YeviKwv
NANPOQPOPIWV Kal €16ncgewyv ata ayyAikd
Kal ta oukpavikd. O diktuakdg ténog
nepiAapBavel nAnpo@opieq OXETIKA e
Tov TpOno €CeUpeong KEVIPOU OTNV
EE yia pia onavia n e€aipetika onavia
v0oo, Ttov Tpoéno eCeUpeang 1ATPIKAG
unootnpiEng yia didyvwon, tov tpono
eCelipeong 1aTPIKAG  unootnpIEng  yia
Bepaneutika {nthpata (pappaka,
XEIPOUPYIKES ENEPPATEIG KAM.), TOV TPOMO
eCelipeong 1aTpIKAG  unootnpIEng  yia
alMayég n eAeiPeIC pappdkwy, Kabwg
Kal Tov tpono e€eUpeang AAANG KAIVIKA
npooappoopévng BonBeiag péow €vog
YeVIkoU onpeiou enagng.

e
®,% N\ European
Qe Reference
Networks

Rare Diseases Doctors
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OUOTAOEIC

NEeg KateubuvTNpIEC YPAHHEG Kal

To ERN GENTURIS kaBopilel véeg kateuBuvtnpleG YPaPHUEG OXETIKA HE TOUG
NPOCUHNTWHATIKOUG €A€yXoug Kapkivou o€ aoBevei¢ pe ouvbpopo PHTS (PTEN
apdptwpa), cUPPWYA PE TIG 0Moieg ToUug Napéxetal n duvatdtnta va npaypatonoiolv
NPOCUPNTWHATIKOUG €AEYXOUG VWPITEPA Kkal ouxvltepa, yia Tnv eniteuén €ykaipng

avixveuong Kal KaAAUTEPWY anoteAEoPATwY

H mBavétnta ep@aviong  kapkivou
@oPilel Toug nepioodTEPOUC avBpwnoug
waotd0o, Ta Aatopa nou diatpéxouv UPnAd
Kivbuvo  eppdviong  kapkivou  Adyw
kAnpovopikdtntag {oUV OUVEXWG HE TOV
(OBo autdyv, yeyovog nNou PNopei va toug
OTEPNOEI OTIYHEG Xapdg NpOoKaAwvVIag
TOUG Aayxog kal avnouxia. O1 acBeveic nou
naoxouv and ondvia yevetikd ouvdpopa
pE Kivbuvo eppdaviong oykwv diatpéxouv
noAU uywnAd kAnpovopikd kivduvo va
avantufouv KOIVEG HOpPQEG  Kapkivou.
MNa napaderypa, Ta atopa pe ouvdpopo
PHTS (PTEN apdptwpa) Oiatpéxouv
au§npévo KANpovopIKo Kivduvo eppaviong
Kapkivou tou pactou, tou Bupeocidboug,
TOoUu evbounTpiou, TWV VEPPWV Kal ToU
naxéog eviépou. Eav epgpavioouv kapkivo,
xpeladovtal OlapopeTikEG Bepaneieg kal
diapopetikn napakoAouBbnon o€ oxéon pe
aMoug kapkivonaBeic.

‘Evag tpdénog yia va peiwbei to dayxog
Twv acBevwyv pe PHTS oxetkd pe tov

Kapkivo €ivalr n Taktikh napakoAoubnon
Touq. Edv o kapkivog diayvwotei éykaipa,
N avuPETWNIoON TOoU pnopei va e€ival
EUKOAOTEPN Kal ta anoteAéopara eival
noAU niBavotepo va eival BeTIKA.

01 véeg KateuBuvthpleG YPaPPEG TOu
ERN GENTURIS ouviotoUv ota ev Adyw
artopa tn dlEvEPYEIQ NPOCUUNTWHATIKWY
EAEYXwWV vwpitepa kKal ouxvotepa and
0,11 guviotatal atov yeviké nAnBuapd. Ma
napdadelypa, petd tnv nAikia twv 18 etwy,
ol acBeveic Ba npénel va unofdaAlovtal o
€TNOI0 UNEPNXoOyPAPNUa yia Tov €AEyxo
Tou Bupeoeldoug Kal, HeTa TNV NAIKIa Twv
30 etwyv, Ba npénel va unoBallovial oe
etola MRI yia tov €éAeyxo Tou Kapkivou
Tou pacotou.

Ye kavévav dev eival  €uxdploto
va unoPdAletar o€  OOKIPEG  mou
anokaAuntouv np6éBAnua. Qotdoo, eav
undpxel NnpéBAnua, sival navta kaAutepo
va avupetwnidetal étav gival pHIkpo!
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Kivbuvog epgpaviong kapkivou €wg tnv nAikia twv 60 gtwv
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Muvaika

H oMAoukn npooéyyion Ttou ERN
EuroBloodNet yia tnv avupetwnion tng
dpenavokuttapikng voaou (SCD).

ToERN-EuroBloodNetaoxoAeitaianokAgiotika
HE TIC ONAVIEG QIUATOAOYIKEG VOOOUG Kal
€xel avantuel pia oAIoTIKA NPocEyyion yia
TNV avUPETWNIoN TG OPeENAVOKUTTIApPIKAG
vooou (SCD), piag kAnpovopikng acBévelag
nou pnopei va anofei Bavatngodpa. Ito
nAaiolo tou Oiktlou, npaypatonomnénkav
OUVTOVIOpEVEG OPACEIG O€ OAa Ta KPATN PEAN
NG EE pE TN OUPPETOXN EUNEIPOYVWHOVWY
OTOV TOpEA TNG UVYEIOVOUIKAG nepiBaAyng,
EPEUVNTWV  Kal  ouvnydpwv  aoBevwv.

MNa nepioadtepeg NANPOPOPIEG:
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‘Avdpag

Mpokertal, petay aMwy, yia dpdceig nou
€xouv oAokAnpwBei n Bpiokovtal oe €A
kal to Oiktuo anoteAei npdtuno yia TNV
avipetwnion aAAMwv onaviwv n efaipetika
OnNAaviwy alpgatoAoyIKwV VOowV.

Autd anobdeikvUetal kai and wn oupBoAn
tou ERN-EuroBloodNet otn 6npooieuon tng
enitponng SCD Lancet pe titAo «Defining
Global Strategies to Improve Sickle Cell

Outcomes» (KaBopiopdg naykoopiwv
oTpaTnNyIkKwyV via 1w PeAtiwon  Twv
anoteAEopATwy  TNG  OPENAVOKUTIAPIKNAG
vOOoou).

Sickle cell disease landscape and challenges in the EU: the ERN-EuroBloodNet

perspective (Meviké nAaicio kal NPoKANGEIG TNG dpenavokuttaplkng vooou otnv EE: n

ontikn tou ERN-EuroBloodNet)

https://doi.org/10.1016/s2352-3026(23)00182-5
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H npootifépevn afia nou anogEépel n

XPNOoN TOU OUCTNHATOC Siaxeipiong Twv

KAIVIKWV §edopévwV twv acBevwv (CPMS)

H xprion tou CPMS yia t dievépyela €IKOVIKWYV 1ATpIKWV oUpPBouliwy acBevwy otnv
EE kai tn NopPBnyia pnopei va ival npaypatikd kaboplotikA yia tov acBevn, kabuwg
napéxel éva péao diayvwaong kal Bepaneiag and epneipoyvwpoveg. Autd katadelkvuetal
and TI¢ akOAouBbeg 10Topieg OTIC onoieg aguppEeTeixav acBeveic opiopévwy EAA.

ERN-Skin

Kata tn didpkeia ou{nthoswy ato nAaioio
Tou CPMS petal epneipoyvwpovwy tou
ERN-Skin oxetukd pe €vav aocBevh nou
€naoxe and duoTtpo@IKA MOPPOAUYWON
ouyyevn deppatondbela pe anpooddéknin
ooBapnkapdiakn duogopia, dianiotwbnke
ou e€ixav napatnpnBei  pepovwpEva
NEPIOTATIKA OE APKETEG KAIVIKEG LOVADES
Tou ERN-SkKin.

01 epneipoyvwpoveg Tou  ERN-Skin
anogpdcioav  va opadonoihcouv  ta
NEPIOTATIKA autd yia va Ta Katavonoouv
KaAUtepa. Autd obnynoe otn diatunwaon
olotaong yia ouoTnpatikn KapdloAoyikn
napakoAouBbnon kar otnv  avantugn
€PEUVNTIKOU €pyou yia tn BeAtiwon tng
diaxeipiong twv acBevwv (ouxvotnta
Kapdlakwv emnAOKwVY Katd tn didpkeia
g duoTtpoPIKAg NOH@OAUYWOOUG
ouyyevoug deppatondbeiag, napdyovieg
npodiabeong).

TN Oouvéxela, n ouotacn ouldnthBnke
oe 01eBvég eninedo katd tn didpkeia
Tou 20u lMaykéopiou Xuvedpiou yia Tig
ondvie¢ Oeppatikég voooug, TO 0roio
ouvdiopyavwbnke and to ERN-Skin oto
Mapiol Kal OUYKEVIPWOE MEPIOTOTEPOUG

ané 500 ouppetéxovieg  (petafu
TwWV onoiwv NTav Viatpoi, EPEUVNTEG,
eknpoéownol acBevwy, (POITNTEG,

eknpdownol Tou kKAadou) and 58 xwpec.

ERN RITA

‘Evag yiatpdg and nApoxo UYEIOVOUIKNAG

nepiBaAyng tou ERN RITA napeixe
nepiBaAyn o€ acBevh pe  dUOKOAN
avBektikn vooo (beppatopuoaitida) kai
katépuye oto CPMS yia cupPBoUA&G.

H taxeia aMnAenidpaon tou CPMS pe
€10l1koUg tou ERN RITA o€ 0AdkAnpn
tnv Eupwnn €ixe w¢ anotéAeopa Ttov
npocdiopiopd pIag anoteAECHATIKOTEPNG
Bepaneiag yia tov acbevn.

suoiINpold |as/sabewiA

kA



ERN GUARD-Heart

To ERN Guard Heart €€nyei nwg n xprion tou
CPMS Ba aufnoel tn cuppetoxn acBevwy nou
naoxouv anod onavieg kapdiakég véaoug atov
aBAntiopd: to ouvopopo Long QT (LQTS) eival
pia anavia kapdiakn nabnon nou cuvdéetal
pe anelAntikég yia ™ {wn appuBuieg kal
aufnpévo  kivbuvo aipvidiou  kapdiakou
Bavatou o€ veapn nAikia. H cwpatikh doknon
Kal n ouvaioBnpatkn éviacn eival yvwotoi
napdayovie¢ nou npokaAoUv appubpieg
kKal aipvidio kapdiakd Bavato, al\a odev
ennpedlouv 6Aoug toug aaBeveig pe LQTS pe
anotéAeopa va napapével acapng o Tponog
npoadlopiopol TwV atdpwy nou diatpéxouv
ugpnAdTeEpO Kivouvo.

H aBeBaidtnta auth npokalei ayxog otoug
aoBeveic kal otoug Napdxoug UYEIOVOUIKNG
nepiBaAyng, pe anotéAecpa va napéxovtal
aoUVENEIG GUPPBOUAEG WG NPOG TN GUHHETOXN
otov abAntiopo.

Na v avupgetwnion  autwyv — Twv
QOUVEMEIWV Kal TNV Napoxn oapeotepng
Kal Ouvektikdtepng kabobdnynong, to ERN
GUARD-Heart ouykpdtnoe OleniotnHOVIKA
oupBouAeutikn opdda nou anaptidetal ano
Eupwnaioug epneipoyvwpoveg oto LQTS.

Eupifrouiis axevwd g tov albnmopd npiv and v effaen and Ty opdla

Aglevcic M4

01 enayyeApatie¢ Tou Topéa NG uyeiag oe
0AOkANnpn tnv EE pnopouv va cupBouAelovtal
v e&v AOyw opada péow tou CPMS,
katabétovtag nepiotatika aocBevwv  pe
LQTS nou ouppetéxouv n embupolv va
OUPPETAoxouv otov abAntiopd. H opdda
eetalel kABe nepiotatikd Kal diatunwvel
OUOTAOCEIC OXETIKA Pe Ta ak6AouBa Pacika
epwINpata:

- Oa npénel o/n acBevng va neplopicel Tn
OUPPETOXN TOU/TNG otov abAnTiopo;

- Moia aBApata  enitpénovtar  pe
Bdon T katnyopie¢ aBAnpdtwv nou
napouaiadovtal otov nivaka 1;

Ta 6edopéva anod 1 ev Adyw diaBoulevoeig
XpnaipgonoloUvtal  yia €pEUVNTIKOUG  Kal
eknaideutikoUc  okonmoug pHE  OTOXx0 N
BeAtiwon ¢ nepiBaAyng kai tn diacpalion
aoPaléoTEPNG GUPHETOXNG TWV aoBevwyv PE
LQTS otov aBAntiopo.

01 ouoTdoEIg yia Toug NPWTouG 24 acBbeveic
TWV onoiwv ol NepINTWOoel oulntnBnkav oto
nAaiolo Tou CPMS cuvoyidovial Katwtepw.

Mivakag 1: Ta§ivopnon opyavwpévwyv abAnpdtwy Kai ackNoEwV.

Eupfoubic awenikd pe vov afinmopd peed vy efdtnen and tv apdla
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KUkAol noiotntag

Ta EAA cuvbéouv VOOOKOPEIOKA KEVTIPA EUMNEIPOYVWOIag kal avapopdg kai epyadovral
okAnpa yia t diaagpdaAion tng akpifeiag tng d1ayvwaong kal Tng noidtntag tng Bepaneiag.

To ERN ERNICA, to onoio aoxoAsital
HE ONAvIEG KANPOVOUIKEG Kal OUYYEVEIG
avwpalieg, €xel avantufel tov dikd Ttou
KUKAO noidétntag yia tv aviahlayn
YVWOEWVY Kal, v TEAEL, yia th @povtida
kal th Bepaneia Twv acBevwv. 01 KUKAOI
noidtntag nepiypa@ouv  Ta Té0oEpa
otddia ouvexoug BeAtiwong, ta onoia
ouxva katnyoplonolouvial wg Ixedlagpog,

75 epewnvung fpye oTov
marddoyo speuves oy ERMITA

K InoSapaT Susoupyiog

Mpagn, EAeyxog kai Apacn.

Ye autd nepiAapPdvoviar n avantuén
Kal €pappoyn KAIVIKWV KateuBuvinpiwy
ypappwy, n afioAdynon TOU KNTPWOU
acBevwv kal N KAAUYN TWV YVWOIaKwyY
KEVWV NG €peuvag (pia  guvexng
diabikaaia).
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ERN BOND

Eupwnaiko Aiktuo Avagopdg yia ondvieg diatapaxég twv 00Twyv

https://ernbond.eu/

MéAn

50 ndpoxol UYEIOVOUIKAG NEPIBaAYNG EyKATEGTNEVOI OE
19 xwpeg tng EE kail atn NopPnyia €ivalr y€An tou diktlou
Katavépovtal 6 wg €Ng:

44 takuka pEAn og 13 kpatn peAn, ouv t NopBnyia
2 cuvbebepéva €BvIka kévipa o€ 1 KpATog PEAOG
4 €Bvikoi képuBol ouvTtoviopoU g€ 4 KpAtn PEAN

EnminA€ov, ouvepyadovial 9 eupwnaikeg opades unoatnpIEng
acBevwv (ePAG) kal AAAeg eBVIKEG opyavwaelg acBevwy nou
OUUETEXOUV O dpaoTnploTnTeG Twv EAA

Opdﬁec T KateuBuvtnpieg ypappég, diadpopég nepiBaiwng kai taidia acbevwv
TKEAETIKEC SUOTAQTIEC Kal - 1 kateuBuvtnpia ypappun Bpioketal €ni Tou napoévtog und katdption
a o and to ERN BOND
petaBoAikég nabnaoeig nou
oxetidovtal Je Ta 00Td, - 26 kateuBuvTnpleg ypappég ouvtaxtnkav kal eykpiBnkav ano to ERN
KaBw¢ Kal 6AeC 01 anAvieg BOND
véool mou npoaBdaAiouv - 2 tafibia acBevwv Bpiokovtal oe e€€AIEN

TOUG XOvOpoug, Ta ootd

kar tnv obovtivn. Kataption kai eknaibeuon

771 d1apOopETIKEG ONAVIES

00TIKEC BIATAPAXEC - 22 biabiktuaka oepivapia dlopyavwBnkav and to ERN BOND and to
, 2021 kai 6 o€ guvepyaaia pe TNV eupwnaikn dpdon cuvioviopou Kai

nou ouvbéovtal pe UnoaoTtNPIENG TNG €peuvag yia Tig andvieg véooug (ERICA)

552 yovibia, ol onoieg

ta€ivopouvial o€ 41 - 6 oUvtopa npoypappata aviaAAaywy
opadeg (oUp@wva pe In « 13 Bepatika epyactnpia
NocoAoyia YEVETIKWV

OKEAETIKWY dlatapaxwy
Tou 2023)

Tuotnpa diaxeipiong twv KAIVIKWV dedopévwy twv acBevwv (CPMS)

54 gudnthoelg NneEpIoTatikwy npaypatonoinbnkav oto nAaiagio tou
CPMS ané tov Oktwppio tou 2017

‘EpEuva Kal Pntpwa acdevwv

32 guvagn gpeuvnTIka €pya N KAIVIKEG BOKIPEG OTIC OMOIES
OUUETEIXaV TOUAAXIGTOV dU0 NApoxol UYEIOVOUIKAG NepiBaAyng and
dUo diapopetika kpdtn pEAN

4 223 aobBeveig (ootikn duonAaacia — acBéoTtio Kal pwa@opIko aiag)
€XoUV KataxwploTtei ata pntpwa tng EURR-Bone (https://eurreb.eu/) tng
KOIVAG NAat@oppag pe to Endo-ERN

38


https://eurreb.eu/

ERN CRANIO

Eupwnaiko Aiktuo Ava@opdg yia onavieg KpavionpoownikEG avwHaAieg
Kal wrtopivoAapuyyoloyikég (QPA) Siatapaxég

https://www.ern-cranio.eu/

MéAn

42 ndapoxol UYEIOVOUIKNG NePIBaAyng eykateotnpévol o€
21 xwpeg Tng EE kal atn NopPnyia €ival péAn tou diktUou:
katavépovtal e wg €ENG:

35 1aktika péAn o€ 14 kpatn péAn, auv th NopBnyia

5 ouvbebepéva €Bvika kévipa o€ 4 KpATn PEAN

2 €0vikoi k6uBol guvioviguoU o€ 2 Kpdtn PEAN
EninA€ov, auvepyadovtal 9 eknpdéownol acBevwy kal 7

UNooTNPIKTIKOI ETAipOI S

KateuBuvtnpieg ypappég, d1adpopég nepiBalyng kai tagidia acbevwv

Opadeg voowv

KpQavionpoowmikeC 5 kateuBuvtnpleg ypappég cuvtaxBnkav and to ERN CRANIO

avwpaAieg -1 6nAwon cuvaiveong cuvtaxBnke and to ERN CRANIO
Xelleooxiatia/ - 6 KateuBuvtnpleg ypappég ouvtaxBnkav and koivou kal eykpibnkav
UNEPWIOOXIOTia Kal anc to ERN CRANIO

odovTiatpikéG diatapaxég < 2 KateuBuvtnpleg ypappég PIAIKEG NPog Tov acBevn
QtopIvoAapuyyoAoyIKES - 3agidia aoBevov

(QPA) diatapaxég

Katdption kai eknaibeuon

12 diadiktuaka oepivapia diopyavwBnkav andé to 2017
60+ avtaAiayég diopyavwBnkav and to 2017

1 p@Bnpa dianmioteupévo and tnv Union Européenne des Médecins
Spécialistes

Tuotnpa diaxeipiong Twv KAIVIKWV dedopévwy Twv acBevwv (CPMS)

43 gudnTAOEIG NEPIOTATIKWY Npaypatonoinénkav ato nAaicio tou
CPMS ano to 2017

‘Epeuva Kal ntpwa achevwv

45 guva@n gpeuvnTIKA €pya N KAIVIKEG SOKIPEC OTIC OMOIEG CUMMETEIXaV
TouAdaxiotov dUo NApoxol UyelovouIkng nepiBaAyng and duo
dlapopeTika Kpdtn PEAN.

3 enIpépoug pUnTpwa €xouv avantuxBei kal xpnaoipgonolovvtal
6 enipépouc pntpwa Bpickovtal 6To atadlo TNG KatdpTiong

900+ aoBeveig €xouv kataxwplotel ato pntpwo tou ERN CRANIO
(https://erncranio.molgenis.net/CranioPublic/cranio-public/#/)
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ENDO ERN

Eupwnaiko Aiktuo Avapopdg yia onavieg evookpIvikéG nabnaoeig
https://endo-ern.eu/

MéAn

105 ndapoxol uyelovopIkng nepiBaAyng eykateoTnpevol o€ 27
XWpEeG tng EE kar atn NopPnyia, ol onoiol katavéuovtal wg
€€ng:

91 taktika@ péAn og 21 kpatn péAN

11 cuvbebepéva €BvIKA kKEvTpa o€ 5 KpATn PEAN Kal 2
otn NopBnyia

1 €BvIkOG KOUPBOG cuvToviopoU o€ €va KpAtog HEAOG

Yuvepyadlovtal eniong 20 eknpdownol acBevwy and 10
XWPEG.

KateuBuvtnpieg ypappég, diadpopég nepiBaiyng kai taidia acbevwv

Opadeg voowv

4 kateuBuvTtnpieg ypappég ouvtaxbnkav anoé to Endo-ERN

Emiveppidikég voaool , . , . . . ,
60 nepinou kateuBuvTNpIEG ypappég ouvtaxbnkav and Koivou Kai/n

Alatapaxég tng eykpiBnkav andé to Endo-ERN
opol6oTaong acBeatiou -1 6iabpopn nepiBaiyng

Kal pwopopou 3 takidia aoBevwv

FeveTiKéG Blatapaxég Tng

BN LIS ) Katdption kal eknaidéeuan
IVOOUAiIVNG

levetika ouvbpopa . 70+ diadiktuakd oepivapia SlopyavaBnkav oto nAaioio tou Endo-ERN
€VOOKPIVWV OYKWV and to 2019
TUvSpopa av€nong kai + Koivé npdypappa diadiktuakwy gepivapiwv He TIG EUPWNAiKE

VEVETIKAC NaXUGApKIac €vOOKpIVOAOVIKEG eTalpeie (evnAikwy kal naidiatpikwy acbevwv)

Yupndaoio tou Endo-ERN ota €thoia ouvédpia twv eupwnaikwy

Mabnoeig tou €vOOKPIVOAOYIKWY ETAIPEIOV

unoBaAdpou Kai tng

UNBQUONC 17 kAivikéc avtaAAayég (20 ndpoxol uyelovopikng nepiBaiyng, 12

XWPEG) ano to 2021
Avantu€n tou @UAoU Kal

; ‘Eykpion/dianioteuon eknaideutikwy dpactnplotnTwy
wpipoTnNTa

Bupeoeldng

Tuotnpa diaxeipiong twv KAIVIKWV dedopévwy twv acBevwyv (CPMS)

250 oulnTtNoEIg NEPIOTATIKWY Npaypatonoinbnkav ato nAaioio Tou
CPMS ané to 2017

‘EpEuva Kal Pntpwa acdevwv

200 nepinou ouvaen epeuvNTIKA €pya N KAIVIKEG OOKIUEG OTIG OMOoieg
OUMMETEIXaV TOUAAXIGToV dU0 NApoxol UYEIoVoUIKAG NepiBaAyng and
dUo blapopeTikd Kpdtn péAn

3 850 aoBeveic kataxwpiotnkav ato KeVIpIko pntpwo (https://eurreb.
eu), Tnv Kolva nAat@éppa pe to ERN BOND
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IERN EpiCARE

Eupwnaikoé Aiktuo Avagopdg yia onavieg kai noAUNAoKeG eMIANYIeg
https://epi-care.eu/

MéAn

50 ndpoxol UYEIOVOUIKAG NEPIBaAYNG EyKATEGTNUEVOI O€ 24 XWPES
tng EE kai atn NopPnyia eival p€An tou diktUou- katavepovtal de
WG €ENng:

38 taktika peAn oe 15 kpatn péAn, auv tn NopBnyia

10 ouvbebepéva €OvIKA KEvTpa o€ 6 KpATn PHEAN

2 €0vikoi k6uBol guvtovigpoU o€ 2 Kpdtn pHéAN

EninA€ov, ouvepyalovtial 22 eknpoownol agBevwy (EVWoEelg
acBevwv) Kal €xouv cuvapBei cupPaceig cuvepyaaiag e TIg 3
KUPIEG EMIOTNHOVIKEG ETAIPEIEG TOU KAADOU (Eupwnaiko Tunua
g AieBvoug Evwaong katd tng EmAnyiag Eupwnaikn Akadnpia
NeupoAoyiag: Eupwnaikn Etaipeia Naidiatpikng

NeupoAoyiag). [ ]

KateuBuvtnpieg ypappég, diadpopég nepiBaiyng kai taidia acbevwv

Ouadeg véowv
9 kateuBuvtnpleg ypappég ouvtaxBnkav and to ERN EpiCARE

160 ondavieg pop@eg .12 kateuBuvtnpleg ypappég ouvtaxbnkav and Kolvou PE TIG
enmAnyiag, YeVETIKAG EMNIOTNHOVIKES €TaIpEies Kal eykpiBnkav and to ERN EpiCARE

KUpiwg npogAguong. . 20 @UAAGSIa acBevav Bpiokovtal oe eEENIEN

E€aipetikd moAUnAoka < 20 tatidia agBevwv (9 dnpooieupeva) kal €va epyaleio npwtokOAAou

MEPICTATIKA £0TIAKNAG £KTAKTNG avaykne

eMAnyiag, unownelol
yla NPOEYXEIPNTIKA

Katdption kai eknaideuon

a€loAdynan kal - [MpaypatonomBnkav 85 diadbiktuakd oepivaplia, Je tn ou%uuoxr'] 6|e£evcbv
p— EUneIpoyvVwHOvwy ano ta kévipa EpiCARE kal ox1 pévo / diopyavwBnkav

xape)ouple'n sns}ijﬁa’cjn yia 2 diadiktuaka oepivapia €161ka yia tn voogo COVID-19 ato nAaioio tng

Tn Sepaneia eniAnyiag avupetwniong tng navdnpiag (2020) kai éva yia Tov néAepo atnv Oukpavia

Mpdypappa aviaAAaywy yia tnv unogtnpi§n voonAeutwy nou gpyagovtal
o€ povadeg emAnyiag Kkal VEUpOoWUXoAGYwY, HE aTOX0 TNV avtaAAayn
NPAKTIKWY O€ ToNIKO €ninedo

YnootnpI§n VEwV KAIVIKWOV 1aTPWV yid TNV Napouciacn Tou €pyou Toug 0To
€TNOI0 EMICTNHOVIKO £pYacTtnpio nou dieayetar otn Pwpn (30 oUPHETOXES
o€ 4 €1n) Kal o€ ouVEDPIA TWV ENITTNHOVIKWY €TalpelwV (10 KAIVIKOi 1atpol)

Mpoypappa péviopa-kabodnyoupevou oe eEEAIEN 30 vEol kKAIVIKOI IaTpol
€X0UV OUPETACXEl 0TO EpYAaTnpIo TG PWpNG ta teAeutaia 4 €tn

TUotnpa diaxeipiong Twv KAIVIKWV dedopévwv twv acBevwy (CPMS)

230 oulnTNOEIG NEPICTATIKWY Npaypatonoinbnkav ato nAaicio tou
CPMS ano to 2017

‘Epeuva Kal pntpwa acevwv

85 epeuvntika £pya kai KAIVIKEG HokIpeG, oe kabBeva ano ta onoia
OUHHETEXOUV TOUAAXIOTOV 6U0 NAPOXOI UYEIOVOUIKNG NepiBaiyng anod
dU0 dlapopeTikd kpdtn pEAN nou cuppetexouy oto EpiCARE

touldxigtov to 70 % OAwV Twv KEVIpWV (35 and ta 50 kevipa-peAn)
XxpnaipgonoloUyv ndn to undderypa REDCap tou pntpwou EpiCARE

9 500 acbeveig ival ndn eyyeypappévol ato tonikd untpwo REDCap tou
EpiCARE
MpowBnon €peEUVNTIKWY NPWTOBOUAIWV:

+  TMAat@dppa cuvepYatikng Epeuvag 0TOV TOHEA TNG YEVETIKAG, Yia TNV
npowBnaon OTOXEUPEVWY EPEUVNTIKWY MNPWTOBOUAIWYV

+  MAatedppa yia tig «Eukalpieg enixopnynoewvs, N onoia

Enikalponoleital TakTika al



ERKNet

Eupwnaiké Aiktuo Ava@opdg yia onavieg VeEQpPIKEG VOGOUG
https://www.erknet.org/

MéAn

74 nApoxol UYEIOVOUIKNG NepIBaAyng eykateoTnpPévol g€
24 xwpec Tng EE kail atn NopPnyia gival péAn tou diktuou:
Katavépovtal b€ wg €€NG:

64 taKTIKA PEAN g€ 18 kpAtn péAn

7 ouvbedepéva eBvIka kévipa o€ 4 kpdatn PéAN kal 1 otn
NopBnyia

2 €0vikoi K6uBol guvtovigpoU o€ 2 Kpdtn PéEAN

Opabdeg voowv KateuBuvtnpieg ypappég, diadpopég nepiBaiyng kai tagidia acbevwv

Tnelpapatonddeleg « 14 kateuBuvtnpleg ypappég ouvtaxBnkav and to ERN ERKNet

Suyyevelc Biapapriec kai 62 kateuBuvtnpieg ypappég eykpiBnkav and to ERKNet

KPOOTOMNABEIEG « 3 biabpopég nepiBaiyng Bpiokovtal og e€EAIEN

TWANVapIonABeleC AvantuxBnkav 12 taidia acbevwv

MBiagikég diatapaxeg
OpoLPBWTIKEG - 121 diadiktuakd oepivapia diopyavwBnkav and tov dePpoudpio tou

HIKpOayYEIOnABeIeg 2018

Xp6via VE@PIKA V6a0C Kal 6 pabnpata ocuvexoug IatpIkng eknaibeuong diopyavwBnkav

dialuon og naidiatpikoug « 15 avtaAAayég EpEUVNTIKAG KIVNTIKATNTAG
aobeveig - 64 kAivikég aviahAayég (30 ndpoxol UYEIOVOUIKAG NepiBaAyng, 17
, XWPEC) ano to 2021
MNaidiatpikég
HETAHOOXEUTEIC . ’Evg 6|ap6pwu£’v9 3€eTEC np(’)vlpau’ucl LIE'EQI'I'EUXI,QK(DV 0nou§cbv HE
ENIKEVTPO TIG ONAVIEG VEQPIKEG VOOOUG, TO 0rnoio nepiAapBavel
YNAvIeG alTieg unéptaong €VOTNTEG NAEKTPOVIKNG pABnaong, diadpactikd diadiktuaka oepivapia

Kal andktnon KAIVIKAG Neipag H€ow NPaKTIKNG AoKNang

Tuotnpa diaxeipiong Twv KAIVIKWV dedopévwy Twv acBevwv (CPMS)

40 oudntnoeig NePICTATIKWY Npaypatonoinénkav oto nAaicio tou
CPMS ané tov Maio tou 2018

‘Epeuva Kal pntpwa acbevwv

YUUHETOXN 0€ 56 €peUvVNTIKA €pya N KAIVIKEG BOKIUEG OTIG OMOIES
OUPPETEXOUV TOUAAXIOTOV 6U0 NAPOX0ol UYEIOVORIKAC NeEpiBaAyng and
dUo blapopeTika Kpdtn péAN

> 27 000 aoBeveig eyyeypappévol oto pntpwo ERKReg (https://www.
erknet.org/patients-registry/reqistry-mission).
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ERN-RND

Eupwnaiko Aiktuo Ava@opdg yia ondavieg VEUpoAOYIKEG VOOOUG

https://www.ern-rnd.eu/

MéAn

70 ndpoxol UYEIOVOUIKAG NEPIBaAYNG EyKATeEGTNUEVOI OE
24 xwpeg tng EE kai otn NopPnyia eivar péAn tou diktuour
Katavépovtal 6€ wg €€NG:

- 63 taktika péAn oe 20 kpdatn péAn
. 2 0uvbebepeva €BvIKA KEvipa o€ 2 KPATN PEAN
. 2 €Bvikoi k6uBol guvtovigpoU o€ 2 Kpdtn PéEAN

EninA€ov, 10xUouv guvepyacieg HE 9 EKNPOTWNOUG
aoBevwv

Opadeg véowv

Atagia kal KAnpovopIkn
onactikn napanAnyia

Néoog Huntington kai
XOPEIEG

Auaotovia, napofUopIKES
diatapaxég kai
VEUPOEKPUAIONOG PIE
OUGOWPEUCN a1dNpou
OTOV EYKEPAAO

Aeukoeyke@alonabeieg

‘Atuna napKIvoovika
ouvbpopa

MeTwnokpotapikn avoia

KateuBuvtipieg ypappég, diadpopég nepiBaiyng kai tagidia acbevwv

6 1a&idia aoBevwv o€ €wg kal 15 diapopeTIKEG YAWOOES
« 10 eykpiBeioeg kateuBuVTNPIEG YPAPPEG KAIVIKAG NPAKTIKAG

« 4 KateuBuvtnpleg ypapp€g KAIVIKAG NPaAkTIKAG Bpiokovtal 0To otddio tng
Kataptiong

13 eyKeKpIPEVEG Kal epappocBeioeg 6labpopég nepiBaiyng

Kataption Kai eknaibeucn

H eupwnadikn anaitnon Kataptiong yia TG GNAvieg VEUPOAOYIKEG NabnaEelg,
n onoia avantuxbnke and to ERN-RND, eykpiBnke and tnv Eupwnaikn
‘Evwon twv EIdikwv latpwyv (ZentépPpiog 2024)

100 6iabiktuakd oepivapia diopyavwBnkav anod tov Alyouaoto tou 2024

YUvVTopo npoypappa avtaAlaywy: €wg 1o téAog tou 2023, 16
enayyeApatieg Tou Top€a tng uyeiag emoké@Onkav 12 giAogevouvta
16pUpata

5 XEINEPIVEG Kal EAPIVEG OXOAEG PE AKPWG EEEIDIKEUNEVEG UNNPETIES
UYEIOVOUIKNG NepiBaAyng, dnw¢ n veupoanokataotacn (2022), n
veupoaneikovion (2023) kal n ev tw BaBel eykepalikn di€yepon (2024)

Mpdypappa PETANTUXIAKWY ornoudwy oTIG onavieg VEUPOAOYIKEG VOGOUG
10 onoio Bpioketal o e€€AIEN and koivou pe tnv Eupwnaikn Akadnpia
NeupoAoyiag kar tnv Eupwnaikn Etaipeia Maidiatpikng NeupoAoyiag

Kal epappodel TNV eUpwNAikn anaitnon Katdptiong yia TG ondavieg
VEUPOAOYIKEG VOOOUG

Tuotnpa diaxeipiong Twv KAIVIKWV dedopévwy Twv acBevwv (CPMS)

323 oudnTNoEIg NEPIOTATIKWY NpaypatonoinBénkav oto nAaicio tou CPMS
ano to 2017

‘Epeuva Kal pntpwa acevwv

MéAn tou ERN-RND cuppetéxouv o€ 12 peAéteg napatnpnong kai 16
KAIVIKEG OOKIPEG OTIG OMOIEG CUPPETEXOUV TOUAAXIOTOV U0 Ndpoxol
UYEIOVOUIKNG NepiBaAywng and duo diapopeTiKa KpATn PEAN

MéAn tou ERN-RND &1adpapatidouv nyetikd poAo o€ epBAnpatikd
€UpWNAika epeuvNTIKA €pya Kal NpwToBouUAieS yia Tig ondvieg véooug,
6nwg to Solve-RD (www.solve-rd.eu) kal to ERDERA (www.erdera.org).

> 12 000 eyyeypappévol ato pntpwo acBeveic 1o 2024 (https://www.ern-
rnd.eu/ern-rnd-reqgistry/?cn-reloaded=1#registry-objectives)
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ERNICA

Eupwnaiko Aiktuo Ava@opdg yia ondvieg KANpOVOHIKEG Kal GUYYEVEIG
(NENTIKEG KAl YOOTPEVIEPIKEG) AVWHAAIEG

https://www.ern-ernica.eu/

MéAn

52 ndpoxol UYEIOVOUIKAG NEPIBAAYNG EYKATETTNHEVOI OE
21 xwpeg Tng EE kal atn NopPnyia €ivar péAn tou diktUou:
katavepovtal 6 wg €ng:

39 taktikd péAn o 11 kpatn péAn, ouv tn NopBnyia
9 guvbebepéva €BvIKA kKEvipa o€ 5 KPATN PEAN
4 €BviKoi k6puBol ouvTtoviopoU o€ 4 KpAtn PEAN

EninAéov, 10xUouv auvepyacieg pe 13 opyavwaoei§ acBevwy
Kal 4 peEpoVwWHEVOUG Yoveic acBevwv S

Opdﬁec voéowv KateuBuvtnpieg ypappég, diadpopég nepiOaiwng kai tagidia acbevwv

6 kateuBuvtnpie appéc ouvtaxbnkav and to ERNICA
Mabnoeig oicopayou PIEC YPAUUEG

) 2 tagidia aoBevwv
Eviepikég nabnoeig

raotpeviepoAoyIkeg Katdption kai eknaideuon

nabnoeig
EVTepIKh avendpkeia - 44 diadiktuakad oepivapia diopyavwbnkav to 2020-2023

1/2 npaktika npoypdappata Kataptiong oXeTIKA PE To naxyu EVIEPO

Kal to opB4, ta onoia unoatnpidovtal and to ERNICA ava €tog kal éva
npaktikd Npéypappa KatdpTtiong yia TN ouyyevh dlappaypatoknin
Kal tnv e€wowpatikn ofuyodvwaon péow pepPpavng (ECMO) avd €tog
(to onoio unootnpiddtav Nponyoupévwe Kal nAéov dlopyavwvetal

€€ oAokAnpou and to ERNICA), éva eknaideutikd npdypappa yia tnv
npoyevvnukh a§loAdynon, kaBwg kal katdption evog egBAnpatikou
NPOYPAUKATOC XEIPOUPYIKNG KATAPTIONG O€ CUVEPYATia E TO
eUROGEN.

2 npoypdappata kKAIVikwv avtaAlAaywyv pe 15 emokénteg 1o 2023

AvwpaAieg Tou KolAlakoU
TOIXWHATOG

AuconAaacieg dlappaypatog

Avantugn/éykpion 52 eknaideutikwy BiVIED Kal KIVOUPEVWY oXEdiwV
oto YouTube

TUotnpa diaxeipiong twv KAIVIKWV dedopévwy twv acBevwyv (CPMS)

5 gudnTAoEIg NepIOTATIKWY 0To nAaialo tou CPMS

‘Epguva Kal pntpwa acbevwv

24 guvagn €peuVNTIKA €pya N KAIVIKEG OOKIUEG OTIC OMoiEg
ouppeteixav Touldxiatov dUo ndpoxol uyelovopikng nepiBaiwng and
dUo diapopetika kpdtn péAn To 2023 (Nepiogdtepa ouvapn épya
nepiAapBavovtal otov katdAoyo epeuvwyv tou ERNICA: https://www.
ern-ernica.eu/ernica-research-catalogue)

30 kévtpa ouvoedepéva pe 1o untpwo EPSA|ERNICA (https://www.ern-
ernica.eu/reqgistry) to 2023, ta onoia nepiAdapBavav 3 076 acBeveig
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ERN-LUNG

Eupwnaiko Aiktuo Ava@opdg yia ondavieg véooug Tou avanveuoTikoU
ouothpatog

https://ern-lung.eu

MéAn

87 NdApoxol UYEIOVOUIKNG NEPIBaAPNG EyKaTeECTNUEVOI OE
25 xwpeg Tng EE kai otn NopPnyia gival péAn tou diktlou:
Katavépovtal 6€ wg €€NG:

78 taktikda péAn oe 18 kpdtn péAn, cuv tn NopBnyia
7 ouvdedepeva eBvikA KEvTpa g€ 4 KpATn PEAN

2 €0vikoi k6uBol guvtovigpoU o€ 2 Kpdtn PéEAN

KateuBuvtnpieg ypappég, diadpopég nepiBaiyng kai tagidia acbevwv

Opadeg voowv

Avenapkela a-1
avtiBpuyivng (AATD)

Bpoyxektaaia (BE)

Xpovia duoAeitoupyia
NMVEULOVIKOU
aAAopooxeupartog (CLAD)

Kuotikn ivwan (CF)

AlGpeoeg
nveupovonadeieg (ILD)

MegoBnAiwpa (MSTO)

‘AANAEC onAvVIEG
nveupovondbeieg (ORLD)

MpwTtonabng
BAepapoeidbng duakivnaia
(PCD)

Mveupovikn unéptaon
(PH)

Yapkoeidwan (SARC)

6 kateuBuvtnpleg ypappég eykpiBnkav and to ERN LUNG
109 édnpoaievoeig and péAn tou ERN-LUNG

Ta€idia aoBevwyv yia 4 opadeg voowv tou ERN-LUNG

‘Epyo «[Mpotepaidtnteg acBevwv» yia 3 Baoika diktua (capkoeidbwaon,

didpeoec nveupovondBeieg kal Bpoyxektaaoia)

Katdption kai eknaideuon

To 2023 eykaividotnke n akadnpia ERN-LUNG. O1 GUUHETEXOVTES
napakoAouBouyv diadiktuakd cepivdpia kal npaypatonoloUyv Npaktikn
aoknon 1 eBdopddag oe évav and toug 79 napOxoug UYEIOVOUIKAG
nepiBaAyng, ta €€0da tng onoiag anolnpiwvovtal NAnpwg (yia
KAIVIKOUG 1aTpoUGg tng EE). To 2024 n akadnpia €ixe 41 GUUUETEXOVTES
and 12 kpdtn péAn tng EE kal 5 tpiteg xwpeg. Ta diadiktuakd ogpivapia
eknovnOnkav anod toug kKAIVIKoUG 1atpoUc Tou dIKTUou

Eikovikd oxoAeio ERS/ERN-LUNG yia ti¢ ondvieg nveupovondaneieg:
autn n etnala diadiktuakn didokewn, n onoia ekivnoe to 2023 Kai
npaypatonoinBnke yia deltepn gopd 10 2024, eixe NepICCOTEPOUS And
100 OUPHETEXOVTEG

TUotnpa diaxeipiong twv KAIVIKWV dedopévwy twv acbevwv (CPMS)

68 oulntNoEig NEpIoTATIKWY Npaypatonoinbnkayv oto nAaigio tou
CPMS ano tig 27 NogpPpiou 2024

‘Epeuva Kal Pntpwa acdevwv

9 gpeuvnTIKA €pya unootnpixBnkay, evw kabéva ano tpia (3) Bacika
diktua (yia tnv KUgTIKN ivwon, yia tnv avendpkeia a-1 avubpuyivng,
yia Tnv npwtonabn BAepapoeidbn duokivnaia) éxouv o€ epappoyn

€va kabiepwpévo diktuo KAIVIKWV dokipwv. AAAa biktua, 6nwg To
diktuo yia tn Bpoyxektaoia kal To 6IKTUO yia Tn MVEUHOVIKA unéptaon,
Bpiokovtal og Npwipn @acn

Ta dedopéva nepinou 2 000 aaBevwyv eival kataxwplopéva oto ERN-

LUNG PRIME (https://ern-lung.eu/patient-registry/ern-lung-registry/)

160 aoBeveic €xouv KATaxwpIoTei 0TO PNTPWO NANBuapoU
BREATHeREGISTRY (https://ern-lung.eu/patient-registry/population-
registry/) ané tov loUAio tou 2024
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ERN-Skin

Eupwnaikoé Aiktuo Ava@opdg yia ondavieg, NoAUNAOKES Kal pn
diayvwopéveg diatapaxég tou déppatog

https://ern-skin.eu/

MéAn

56 ndpoxol UYEIOVOUIKAG NEPIBaAYNng eykateatnUévol o
20 xwpeg Tng EE kal atn NopPnyia €ival péAn tou diktuou:
Katavépovtal b€ wg €€NG:

52 taktikd pEAN o€ 16 kpdtn peAn
2 cuvbebepéva eBvIKA KEvIpa g€ 2 KPATN PEAN
2 €0vikoi K6uBol cuvtovigpoU o€ 2 Kpdtn PéEAN

EminA€ov, 10xUouv ouvepyacieg He 16 EKNPOCWNOUG

KateuBuvthpieg ypappég, diadpopég nepibalyng kai tagidia acbevwv

Opadeg voowv

KAnpovopikda aUvdpopa - 18 kateuBuvtnpleg ypappég cuvtaxBnkav and to ERN-Skin
NoHQOAUYWOOUG . 28 kateubuvTnpieg ypappég ouvtaxbnkav ano koivou Kal eykpibnkav
ouYyevoug deppuatondBeiag ané 1o ERN—SkilEl) § YPAHKES vykp

kal eunabeiag tou

déppartog, Darier, Hailey- - 8r1tatidia aobevwyv

Hailey

naAaponeApatiaio

kepatédeppa . 29 6iabiktuakd oepivapia Slopyavwenkav and to 2021

E€wdeppikés duonAaaieg . 52 gUvtopa npoypdppata avtaAlaywv

oupnepiAapBavopévng Hanpoypapu Yo

TNG AKPATEIAG XPWOTIKAG - 1 nAateoppa nAektpovikng Katdptiong tou ERN-Skin dianioteupévn
(incontinentia pigmenti) kai ané tnv UEMS (Eupwnaikn Evwaon twv EIdIkwv latpwv)

TWV OXETICOPEVWY HE TNV . . , . , ,

p63 Slatapaxwv 28\2(200”'0 ouvEédpIo yia TIC onavieg deppatikég nabnaoeig, 2022 kal
MevteAiavd aitia

Iticlgggpaxmv ToU ouvbETIKOU YUotnpa Siaxeipiong twv KAIVIKWV 6edopévwv twv acdevwv (CPMS)

Aspuatmé{c uwog]kég - 167 oudnthosig nepioTatikwy npaypatonoménkav oto nAaioio Tou
diatapaxég— oniAol kai CPMS and to 2019
onihogideic depuatikég

diatapaxéc kabwg kal

NOAUNAOKEG QYYEIOKES ‘Epeuva Kal pntpwa acfevav
duonAaoieg kai ayyeiakoi

OYKol , . , . , .

. . 78 ouvaen gpeuvnTIKA €pya N KAIVIKEG DOKIUEG OTIG OMOIES
Agppuatikég nabnaoeig nou oUppETEIXaV TOUAAxIaToV dU0 NApoxol UYEIOVOUIKNG nepiBaAyng and
oxetidovtal pe dlatapaxeg dUo dlapopeTikd Kpdtn péAN

Adyw anokatdotaong Tou

DNA kal pwToguaiodnaiac 11 aobBeveig éxouv Kataxwplotei 0to pntpwo ERN-Skin (https://ern-

skin.eu/erras-registry/)
Autodavooa nop@oAuywdn

voonparta, copapeg

deppatikég avtidbpdoeig oe

Qdppaka

Alanuntikn 1bpwtadevitidba
— PAPA, PAPASH, PASH,
PASS, SAPHO — Behcet,
Degos
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ERN EURACAN

Eupwnaiko Aiktuo Avagopdg yia ondvioug cupnayeic 0ykoug eVNAIKwv

https://euracan.eu/

MéAn

101 ndpoxol UYEIOVOUIKAG NEPIBaAYNG eyKateaTNUEVOI OE
26 xwpeg Tng EE kal atn NopPnyia €ival péAn tou diktUou:
Katavépovtal 6 wg €ENG:

92 takTIka péAn o€ 18 kpdtn péAn, auv tn NopBnyia

7 ouvdebdepeva eBvIKA KEvTpa g€ 5 KpATn PEAN

2 KOuBol guviovigpoUu o€ 2 Kpdtn HEAN
Yuvepyadlovtal eniong 14 eknpoownol acBevwyv

KateuBuvtnpieg ypappég, diadpopég nepiBaAyng kai taidia acBevwv

Opadeg voowv

18 kateuBbuvTnpleg ypappég ouvtaxbnkav anod KoivoU LE ENOTNHOVIKESG

ZUVBETIKOG 10TOG €TaIpeieC Kal 6 KATeUBUVTNPIES ypappES eykpiBnkav and to ERN

(capkwpata) EURACAN
fuvaikeia yevvntika . ”
épvava Kail n)\aKOUVtClC KCltClp'I:ICIn Kal EKHaIﬁEUUn

AvOpIkd yevvnTika 6pyava
Kal ouponointikd cuotnpa

22 diadiktuakd pabnpata diopyavwBnkav and to ERN EURACAN «kal
42 dial€€eig diopyavwbnkav og ouvepyaaia pe tnv Eupwndikn IXoAn
OykoAoyiag ané to 2017

NeupoevooKpIVIKO
olotnpa - XIUvtopo npoypappa avtaAiaywv: 40 guppeTéxovteg anod nepinou 30

. napoxoug UYEIovVopIKNG nepiBaAyng and to 2021
Mentikd ouoTnua

Mpoypappa kabnyeaiag and to 2023

Evbokpivikd 6pyava

KepaAn kal Aaipog Tuotnpa diaxeipiong twv KAIVIKWV dedopévwy twv acBevwy (CPMS)
Bwpakag . ) , .

106 ouZnTNOEI§ NEPICTATIKWY Npaypatonoindnkav oto nAaicio tou
Agppatiko kar opBaApikd CPMS ano tov lavouapio tou 2022
peAdvwpa
Eyképalog kal vwtiaiog ‘Epeuva Kal pntpwa acfevwv
HUEAGG

844 cguvapn epeuvnTIKA €pya N KAIVIKEC HOKIUEG OTIC OMoieg
OUpPETEIXaV TOUAGxIaTov dUo NApoxol UYEIoVOUIKAG nepiBaAyng and
dU0 blapopeTika KpATn PEAN

6 600 acbeveig nepiAapPdavovtal ata Pntpwa. 1o téAog tou 2023 10
HUNTPWO Yia ToV Kapkivo KEQaAANG kal tpaxnAou (Nepiodog diayvwang
2018-2022) nepiAdupave 600 nepiotatikd. To UNTPwWO yia 1o odpkwua
ouvouadlel eni tou napdvtog 2 Baceig dedopévwy pe 6 000 neploTatika
0apKwpatog palakwy popiwv (nepiodog didyvwaong and to 2000 kai
€§ng)
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ERN EuroBloodNet

Eupwnaiko diktuo ava@opag yia onavieg aldatoAoyikéG VOOOUG

https://eurobloodnet.eu/

MéAn

97 nApoxol UYEIOVOUIKNG NepiBaAyng eykateaTnpévol g€
24 xwpeg tng EE kai otn NopPnyia sival péAn tou diktuou:
Katavépovtal 6€ wg €€NG:

< 90 taKktika péAn o€ 18 kpdtn péAN

« 4 guvbebepéva €BvIKA KévIpa g€ 3 KPATN PEAN

3 €Bvikoi kKOpPPoI guVToVIoHOU O€ 3 KpAtn PéAN

EminA€ov, 10xUouv cuvepyaaieg pe 11 eupwnaikeg opadeg
unootnpiEng acBevwyv (ePAG) kail pe 52 €BVIKEG opyavwaoelg
acBevwWV NOU CUULETEXOUV 0€ DPACEI

Twv EAA

Opadeg voowv

4 opAdEG PN 0YKOAOYIKWYV
véowv (naidiatpikwy Kai
€EVAAIKwV aoBevwv):

YNAvIEG avwPaAies Twyv
€pUBpWV aipoopaipiwy

Avendapkela pueAou twv
00TWV Kal diatapaxeg
aipgatonointikou
ouUOTAPATOG

YNAvieg aigoppayieg /
diatapaxég nnEng kai
ouvageic véaool

Alpoxpwpdtwaon Kal

AAAEG ONAVIEG YEVETIKEG
diatapaxeg tou
petaBoAiopou Tou a1dnpou
Kal TnG oUvBeonG TNG aipng

2 0UAdEC OYKOAOYIKWY VOOWY
(evnAikeg aoBeveic):
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NEPPIKEG KakoNBEIEG

MueAoyeveic kakonBeleg

KateuBuvtipieg ypappég, diadpopég nepiBaiwng kai tagidia acbevwv

4 kateuBuvTtnpieg ypappég ouvtaxbnkay, 4 Bpiokovtal ato otddio Tng
Kataptiong

70 kateuBuvtnpleg ypappég eykpiBnkav and to ERN-EuroBloodNet

7 xaptoypapnaoels tng EE nou afloAoyouv tn duvatdtnta npdofacng o€ Akpwg
e€eibikeupéveg diabikaaieg (dilayvwon/npdAnyn/Bepaneia) ol onoieg anoteAolv
KAIVIKWG KaBiepwpéva npotuna nepiBaAyng ae oAokAnpn tnv EE (and tig
onoieg dUo €xouv bnuooieuBei péxpl oTIVUNG: AlayvwoTikeG diadikaaies yia

TO NPWTOYEVEG Aéppwpa ualoeidouc-appiBAnatpoeidolcg otnv Eupwnn,
Alakpaviakog eAeyxog Doppler kal npoAnyn eykepaAikwy eneicodiwy yia
naibia pe dpenavokuttapikn vooo atnv Eupwnn.

1 1a&i61 aoBevn Bpioketal oto otadio TNG KATAPTIONG

Katdption kai eknaibeuon

.

330 eknaldeutika npoypdappata kataptiong (nou nepiAapBavouy diadiktuakd
oepivapia, Bivieo kal enitonia katdption acBevwy) dlopyavwBnkav and to
2019

13 guvtopa npoypdppata aviaAAaywy diopyavwBnkav and to 2019
8 npoypdppata katdptiong eykpiBnkav anod to 2022

1 dnpooiguon oXeTIKA PE TNV EKNAIBEUTIKA aTpatnyikn tou ERN-
EuroBloodNet

TUotnpa diaxeipiong twv KAIVIKWV dedopévwy twv acbevwv (CPMS)

57 oudntnoeig NepIoTATIKWY npaypatonoindnkav oto nAaioio tou CPMS
and 1o 2017

‘Epeuva Kal pntpwa actevwv

95 KAIVIKEG HOKIUEG OTIC OMOieg CUMETEIXaV TOUAAXIoTov dU0 NAapoxol
UYEIOVOUIKNG NepiBaAyng and dUo diagopetika Kpdtn péAN to 2023, 1 and Tig
onoieg avayvwpilel 1o EAA

H npwtn dokiun (SATISFY) éxel oAoKANPWaOEl TNV €viagn CUUUETEXOVTWY
kal n 6eutepn (LUSPARA) npdkeital va unoBAnBei oto eupwnaiké cuotnpa
nAnpo@dpnang yia tig KAIVIKEG dokipég (CTIS)

18 peAéteg napatnPNong oTiG onoieg CUPPETEIXaV TOUAAxIoTov dUo nApoxol
UYEIOVOUIKNG NepiBaAyng anod dUo diapopetika Kpdtn péAn to 2023, 11 and
TG onoieg avayvwpidouv to EAA

EnikepaAng tng 6éopung epyaciwyv 3 oto nAaioio tou ERICA (Eupwnaikn dpdaon
ouvToVviopoU Kal atNpIENG TNG €peuvag yia TIG onavieg voooug) Kal Tng déoaung
epyaoiwv 10 oto nAaiolo tou ERDERA (Eupwnaikn cuppaxia yia tnv €peuva
yia TIG OnAavieg voooug)

4 685 véol agBeveic petapépBnkav ato pntpwo ENROL (www.enrolnetwork.
eu) katd tn diapkeia tou 2024
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ERN eUROGEN

Eupwnaikoé Aiktuo Ava@opdg yia ondvieg voooug ToU ouponointikou, Tou
opBoU Kal TwV YEVVNTIKWYV 0pYAvwV Kal NoAUNAokeg nabnoeig

https://eurogen-ern.eu/

MéAn

56 napoxol UYEIoVOPIKNG NEPIBaAyng eykateoTnuévol ae
20 xwpeg Tng EE kal atn NopPnyia gival péAn tou diktuou:
Katavépovtal de wg eENG:

51 taKTIKa péAn g€ 15 kpAtn péAN
1 ouvdedepévo BVIkO kKEVTpo ae 1 KPATOG PEAOG
4 kopBol cuvtoviopoU g€ 4 KpAtn PEAN

Yuvepydadovtal eniong 7 eknpocwmnol acBevwy

Opabeg véowv KateuBuvtnpieg ypappég, diadpopég nepiBaiyng kai tagidia acbevwv

Yuvtaxebnkav 3 véeg KateuBUVTNPIES YPAUHES KAIVIKNG MPAKTIKAG (and
TIC onoieg pia o€ cuvepyaoia pe to ERN ITHACA kal to ERN ERKNet) evw

Tpeig afoveg epyaaiag (WS):

WS 1: onavieg ouyyeveig
avwpaAieg Tou
ouponoinTikoU, Tou opBou
Kal TWV YEVVNTIKWV
opyavwy (naidiatpikn).

WS 2: A€ITOUpYIKEG
nabnaoeig Tou
ouponoIntikoU, Tou opBou
Kal TWV YEVVNTIKWV
opyavwy nou anaitouv
AKpwe eeIbIKEUPEVN
XEIPOUPYIKN (EVAAIKES
acBeveig).

WS 3: agnaviol éykol Tou
ouponoINTIKoU, Tou opBou
Kal TWV YEVVNTIKWV
o0pYAavwv.

Kabe a€ovag epyaaiag
XwpIidetal o€ TOEIG
EUNEIPOYVWOiag nou
nepiAapBavouy Tig
KaAUNTOUEVEG GNAVIEG VOOOUG
Kal noAUNAoKeG nabnaoeig.

2 aképun Bpiokovtal 0to 0tAdio TNG KAtdpTiong

11 epyaAeia unoothpIEng KAIVIKWY anopacewy Bpiokovial ato atadio
NG KATapTiong

1 8iadpopn nepiBaAyng Bpioketal oto 0tddio TNG KATAPTIONG

5 tagidia aoBevwv, kaBwg kal AAAeg NAnpo@opieg yia Toug acBeveig

Kataption kai eknaideuon

113 diadiktuaka oepivapia diopyavwbnkav ano tov lovvio tou 2019

1 guvtopo npdypappa aviaildaywy (1 defpouapiou éwg 31
AuyouaoTtou 2023)

4 AAAeg dpaotnpIdTNTEG KATAPTIONG (3 pabnpata XelpoupyIkng
TOU Naxéog eviépou Kal 1 euBAnpatikd npdypappa XeipoupyIkng
Katdptiong avantuooovtal o€ guvepyaaia e 1o ERN ERNICA)

1 BiBAio pe titAo «Rare and Complex Urology» (Zndvieg kal noAUNAOKES
oupoAoyIkéEG NaBnaoeig), To onoio ouvVTAaxBnke and eUNEIPOYVWHOVES
Tou diktUou kal dnpoaielBnke and tnv Elsevier

Tuotnpa diaxeipiong twv KAIVIKWV dedopévwy twv acgBevwy (CPMS)

205 oulntnoeig NEPIOTATIKWY Npaypatonoinbnkayv ato nAaicio Tou
CPMS and tov louvio tou 2017

‘EpEuva Kal Pntpwa acdevwv

7 €peuUVNTIKA €pya N KAIVIKEG OOKIPEG OTIC OMNOIEG CUPHETEIXQV
TouAdaxiotov 6Uo napoxol UyelovopIKNG NepiBaAywng and dUo diapopeTika
Kpatn pEAN.

1 011 acBeveig eyyeypappévol oto puntpwo ERN eUROGEN (https://
eurogen-ern.eu/our-work/registry/)
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ERN EURO-NMD

Eupwnaiko diktuo avapopag yia VeEUpopUikéG Nabnoeig

https://ern-euro-nmd.eu/

MéAn

82 napoxol UYEIOVORIKNG NEPIBaAPNG EyKATECTNUEVOI OE
25 xwpeg tng EE kal atn NopPnyia givar péAn tou diktUou:
katavépovtal e wg €ENG:

74 taktika péAn ae 17 kpatn péAn, ouv tn NopPnyia
6 ouvbebepéva €BviIka kévipa e 5 KpATN PEAN
2 €Bvikoi k6pBoI cuvtoviopoU o€ 2 KpAtn PEAN

EninAéov ouvepyalovial 34 eknpocwnol acBevwy and 28
opyavwoeig acBevwy Kal and nepioodtepeg and 15 xWpeg

KateuBuvthpieg ypappég, diadpopég nepiBaiyng kai tagidia acbevwv

Opadeg voowv

6 KateuBuvinpleg ypappég auvtaxbnkav and to ERN EURO-NMD

MuondBeieg
26 kateuBuvtnpieg ypappég ouvtaxbnkav and koivou pe to ERN EURO-

Alatapaxec twv NMD kai 26 gykpiBnkav ané autd
VEUPOUUIKWV OUVAYEWY

3 tatidia acBevwyv yia tn puacBevia gravis, Tn puoivibIkn puondbeia

Néaool Tou KivntikoU Kal Tnv noAueatiakn Kivhtikh veupondBeia (3 akdpa Bpiokovtal o€
VEUpWVA e§ehign)

AIOTOPAXEC NEPIQEPIKLY Katdpuon kai eknaidsuon

veupwyv

Mitoxovopiakég voool - And 1o 2019 npaypatonomBnkav 93 diadiktuaka oepivapia,

oupnepiAapBavopévng piag oeipdg d1adiKTuakwy oePIvapiwy OXeTIKA
pe ™ yovidiakn Bepaneia, TIG piItoxovdpiakég véaoug, TIG nabnaoeig
NEPIPEPIKWY VEUPWYV Kal TN VEUPOUUTKN naboAoyia

23 avtaAAayég kataptiong o€ 8 xwpoug gpiAogeviag oe 6 xwpeg (154
OUVOAIKA NUEPEG KATAPTIONG)

KaBe xpdvo and to 2018, diopyavwvetal summer school yia tn
HETaypagikn épeuva o€ ouvepyaaoia pe to TREAT-NMD, éva naykdopio
OIKTUO EUMEIPOYVWHOVWY OTOV TOPEA TWV VEUPOUUIKWY nabnoewy (7
ekdoaoeIg Yéxpl onpepa) kal anod to 2023 diopyavwvetal To summer
school yia tnv noAueniotnpovikh nepiBaAyn (2 ekddoeIg péxpl onpepa)

Akadnpia EURO-NMD, n onoia Aeitoupyei péow Moodle kal npoopépel
nigtonoinpévo KUKAO pabnpdtwy €€ Bepatikwy eVOTATWY OXETIKA PE
TIG pitoxovbplakég diatapaxég (yivovtal npoondabeleg yia dianioteuon
ano tnv Eupwnaikn Evwon twv E1dikwv latpwv — UEMS)

Tuotnpa diaxeipiong twv KAIVIKWV dedopévwy twv acBevwy (CPMS)

140 oulntNoEIg NEPIOTATIKWY Npaypatonoindnkav ato nAaicio tou
CPMS ané to 2017

‘EpEuva Kal ntpwa achevwv

165 ouvapn epeuvnTiKA €pya n KAIVIKEG DOKIUEG OTIG OM0iEg
ouppeteixav Touhdxiotov 600 NApoxol UYEIOVOHIKNG NepiBaAyng and
dUo dlapopeTikd Kpdtn péAN

25 aoBeveig €xouv eyypagei oto pntpwo EURO-NMD (https://registry.
ern-euro-nmd.eu/) and tnv évap&n Aeitoupyiag tou Tov lavoudpio Tou
2024
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ERN-EYE

Eupwnaiko Aiktuo Avagopdg yia onavieg opOaApIKEG vOoouG
https://www.ern-eye.eu/

MéAn

59 ndpoxol UYEIOVOUIKAG NEPIBaAYNG EyKATEGTNHEVOI OE
24 xwpeg tng EE kai atn NopPnyia gival péAn tou diktlou:

Katavépovtal 6 wg €ENG:

51 taktika péAn o€ 18 kpatn péAn
5 guvdedepeva eBvika kEvipa g€ 3 KpAtn PEAN
3 €Bvikoi k6uBol guvtovigpoU o€ 3 Kpdtn péAN

EninA€ov, 10xUouv guvepyacieg HE 9 EKNPOTWMNOUG

acBevwv

Opadeg véowv

Ap@iBAnctpocibondBbeleg
Neupoo@BaApoAoyia

YNAvieg naldiatpikeg
opBaApikég nabnaoeig

Mpo6aoBio tunpa oeBaApou

KateuBuvtnpieg ypappég, diadpopég nepiBaiyng kai taidia acbevwv

1 6nAwan ouvaiveong cuvtdxBnke anod ta ERN-EYE ERNKnet, Endo-
ERN kal ERN-ITHACA

6 6nAwaoeIg ouvaiveang oploTikonoinBnkayv

Katdption kai eknaidbeuon

10 6iadiktuakd oepivépia diopyavwBnkav ano to 2021
3 guvtopa npoypdappata avialAaywyv

1 npdypappa nAektpovikng pdbnong (eLearning) yia tig
KAnpovopoupeveg appifAnatpoeidbondBbeleg, dianioteupévo ano to
Eupwnaikd TupBouAio Aianioteuong yia th uvexi{pevn latpikn
Eknaideuon (EACCME)

Eknaibeutika Bivteo
1 goBapd naixvidl yia Tov tpdno avakoivwaong tng didyvwaong

TUotnpa diaxeipiong twv KAIVIKWV dedopévwy twv acBevwyv (CPMS)

163 oulntnoelg NeEPIoTATIKWY Npaypatonoinbnkav ato nAaiagio tou
CPMS ané to 2017

‘Epeuva Kal pntpwa acbevwv

31 guvagn €pEUVNTIKA €pya Kal KAIVIKEG HOKIPEG 0Ta onoia ouppeTeixav
TouAdaxiotov dUo NApoxol UYEIoVouIKNG NepiBaAyng and duo dlapopeTika
Kpdtn péAn

6 aoBeveic oupnepIAn@BnKav oto pntpwo tou ERN-EYE (https://
redgistry.eu/)
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ERN GENTURIS

Eupwnaiko diktuo ava@opadg yia onavia cuvépopa nou evéxouv Tov Kivbuvo
napaywyng oyKwv

https://www.genturis.eu/l=eng/home.html

MéAn

51 nApoxol UYEIOVORIKNG NEPIBaAPNG EyKATeEOTNHEVOI O€
23 xwpeg g EE kal atn NopPnyia eival péAn tou diktlou:
kataveépovtal de wg e€Ng:

44 taktikd péAn og 17 kpdAtn péAn

4 guvdedepéva eBvika kEvipa o€ 3 Kpdtn PEAN Kal 1 atn
NopBnyia

2 €Bvikoi kGpBol guviovigpoU o€ 2 Kpdtn HEAN

Opdﬁeg voowV KateuBuvthpieg ypappég, diadpopég nepibaiwng kai tagidia acbevwv
YBavvwpdtwaon Kai « B kateuBuvtnpleg ypappég ouvtaxbnkav and to ERN GENTURIS
VEUpOivwHATwon . 3 kateuBuvTtApIEC ypappéC ouvTaxBnkav and koivou pe to ERN

suvBpopo Lynch kai GENTURIS kal 17 eykpiBnkav anoé auto

noAunodiaon - Niadpopéc nepiBaAyng yia 6Aeg TIC opadeg voowy tou ERN GENTURIS

TUVEPOHO KANPOVORIKOU Ta&ibla aoBevwyv yia 0Aeg TIG opadeg voowyv tou ERN GENTURIS

Kapkivou pactou Kal

wWoBNKwvV p p
Kataption kai eknaibeuon

‘AANAEG ondvieg voaol —
KUPiwG KakonBeig - Npdypappa nAektpovikng katdptiong ERN GENTURIS: nepinou 60
dwpeav diadiktuakd oepivapia diatiBevtal katéniv althpatog

KaBe €to¢ {uyou apiBpuou npaypatonoleital 1 kKUKAOG pabnpdtwy
otnv ItaAia (Bertinoro) yia YEVETIOTEG OXETIKA HE TN MEVETIKNA TOU
KAnpovopikoU Kapkivou

KaBe €10 nepittov apiBuol npaypatonoleital 1 kKUKAOG pabnpdtwy
otn MaAAia (Mapiol) yia 1aTpikoUG 0yKOAGYOUG OXETIKA PE TN EVETIKA
Tou KAnpovopikoU Kapkivou

TUotnpa diaxeipiong twv KAIVIKWV dedopévwy twv acgbevwv (CPMS)

285 oculnTtnoEIg NEPIOTATIKWY Npaypatonoinbnkayv ato nAaicio tou
CPMS ané to 2017

‘Epeuva Kal gntpwa acfevwv

12 epeuvnuikda €pya 0Ta onoia CUUPETEXOUV TOUAAXIOTOV 6U0 NApoxol
uyelovopikng nepiBaAyng tou ERN GENTURIS and d1apopeTIKES XWPES

1 600+ acBeveic nepidapfdvovtal 1o pntpwo tou ERN GENTURIS
(https://genturis-reqgistry.eu/menu/main/app-ern-genturis/)
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ERN GUARD-Heart

Eupwnaiko diktuo ava@opdg yia Pn ouxvég Kal onavieg kapdionadeieg

https://quardheart.ern-net.eu/

MéAn

52 ndpoxol UYEIOVOUIKAG NEPIBAAYNG EYKATETTNUEVOI OE
23 xwpeg tng EE kal atn NopPnyia €ivar péAn tou diktlou:
katavépovtal e wg eENg:

43 taKtika HéAn o€ 16 kpdtn péAn
7 ouvbebepéva €BvIka kévipa o€ 5 KpATN PEAN
2 €0vikoi k6pBol guviovigUoU o€ 2 Kpdtn HEAN

EninA€ov, I0xUouv ouvePYaaies e 23 EKNPOCWMNOUG acBevwy
(15 eupwnaikeg opadeg unootnpiEng acBevwy kai 8

UNOOTNPIKTIKOI £TAipOI). |:

KateuBuvthpieg ypappég, diadpopég nepiOalwng kai tagidia acbevwv

Opadeg véowv

OIKOYEVEIC NAEKTPIKEC . gﬁéKggeggﬁ\étS'ggéLpe%wéc ouvtaxbnkav (and koivou) kal eykpiBnkav

1 tafidi acbev

nabnoeig

OIKOYEVEIC
puokapdiondabeleg

, Kataption kai eknaibeuon
EidIkég

NAEKTPOPUTIOAOYIKEG

nadnoeic oe naidia 24 diabiktuakd oepivapia diopyavwBnkav and tov loUAio tou 2022

SUyYEVElc KapbloNABEIEe pEXoV Npoypappa avtaAlaywy (15 déopeg ava EAA etnaiwg)
) , 22 pun e€e1bikeupéveg nepIANYEIS Twv dnpooielocwy Twyv EAA
ANAEG onavieg diatiBevtal atov diktuakd téno

kapdionadeiec 1 npdéypappa summer school eTnaiwg

TUotnpa diaxeipiong Twv KAIVIKWV debopévwy Twv acbevwv (CPMS)

173 oudnThaoeIg NEPICTATIKWY Npaypatonoinénkav oto nAaiagio tou
CPMS an¢ 1o 2018

‘Epeuva Kal pntpwa acbevwv

119 ouvageic dnpoaievoelg pe a§loAdynon and opoTiPoug, oTIG 0MNoieg
ouppeteixav Touldxiatov dUo nNApoxol uyelovopIKng nepiBaAwng and duo
dlapopetika kpatn péAn

12 g161ka pntpwa véowy Kal dAAa 11 ato otddio tng npoetoipaaciag
(https://quardheart.ern-net.eu/disease-registries/)

> 8 500 aoBeveig €xouv kataxwplotei oto untpwo Heart-Core (https://
guardheart.ern-net.eu/disease-reqistries/heart-core-reqistry/)
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ERN-ITHACA

Eupwnaikoé Aiktuo Avagopdg yia ondvia guvépopa duonAaciwy,
diavontikég kalr AAAeg veupoavantu§lakég diatapaxég

https://ern-ithaca.eu/

MéAn

71 ndpoxol UYEIOVOUIKAG NEPIBAAYNG EYKATEGTNEVOI OE
26 xwpec TnG EE kal atn NopPnyia gival péAn tou diktuou:
Katavépovtal e wg eENG:

66 TaKTIKA péAn ae 21 kpdtn péAn

1 ouvdedepevo BVIKO KEVIPO o€ 1 KPATOG PEAOG Kal 1 oTn
NopBnyia

3 €Bvikoi kOuPBol cuvtovigpoU o€ 3 Kpdtn PEAN
H YupBouleutikn Emitponn AaBevwv eKNpoownei NEPIOCOOTEPES

ano 60 eBvikéG N eupwnaikég opadeg unoatnpIEng
aocBevwv

Opadeg véowv

To ITHACA kaAuntel téoo
avantu€lakég avwpalieg (DA) éoo
Kal veupoavantugiakég diatapaxeg
(NDD) yeVEeTIKNG, YoVISIWPATIKNG/
XPWHOOWUIKAG N NEPIBAAAOVTIKAG
npoéAeuong, KaBwg Kal EKEIVEG Mou
npokuntouv and tnv €ékBeon oe
TEPATOYOVO.

1. Avantu€lakég diatapaxeg
(nepiogotepeg and 5 000
kataxwpioelg ato Orphanet)

. Xuyyeveic buonAaoieg
(novnpeig/moAAanA€g) kal
duopoppieg

. Aloxidbng paxn kal cuvageic
duopapiopoi (opada véowv
koivn pe 1o ERN eUROGEN)

- EpBpuikn 1atpikn

@ [poyevvntikn didyvwan
€UBpUIKWY avwpaAiwy

@ EpBpuikn XEIpOUPYIKA Yia
d1ox16n paxn

s EpBpuikn naBoloyia

o Alatapaxég povoluywTiKwY
816Upwv

2.Neupoavantulakég diatapaxég
(nepioadtepa and 2 500 yovibia)

- Nontikn ugtépnon

- Alatapaxn Tou pAacpatog Tou
autiopou

- WYuxiatplkég eEKONAWOEIG
avantu€iakwy dilatapaxwy
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KateuBuvinpieg ypappeg, diadpopéc nepiB@aAyng kai taidia acBevwv

5 kateuBUVTAPIEG YPAUUES KAIVIKAG MPAKTIKAG €XOUV NepatwOei kal apKeTEG AAAEG
Bpiokovtal 0To TEAIKO GTADIO KATAPTIONG: YIA CUYKEKPIPEVN Slatapaxn n eyKApoIES

YupBoAn o€ 1 kateuBuvtnpia ypappn KAIVIKNG NPAKTIKAG Nou avantuxnke o€
ouvepyacia pe to ERN-EYE

5 tagidia acBevwv

Katdpuion kai eknaibeuon

EuroNDD: 81€1€¢ noAUENIOTNHOVIKG 2APEPO EPYACTNPIO OXETIKA LE TIG
veupoavantulakég diatapaxég (NDD)

EuroDysmorpho: 4npepo epyaatnplo, o€ eTnaia Bdon

[I;IQ)\usmomuovmé XEINEPIVO OX0Agio yia tnv ePPpuikn dlayvwaoTikn, o eThala
aon

Mpdypappa nAektpovikng kataptiong ITHACA: 14 dwpedv diadiktuakd oepivapia
katéniv aitnpatog. Néa diadiktuakd aepivapia dlopyavwvovtal o€ pnviaia faon.

APOGeE (A Practical Online Genetics e-Education — Mpaktikn diadiktuakn
NAEKTPOVIKA eknaibeuan yeveTikng): bwpeav diabiktuakd eyxelpibio yia tnv 1atpikn
YEVETIKN

MOOC (Massive open online course — padiké avolkto diadiktuakd pabnua) «BIG»
(bioinformatics in genetics — BlonAnNpo@opIKA TN YEVETIKN)

MOOC «Diagnosing rare diseases: from the Clinic to Research and back» (Aiayvwaon
onaviwyv voowv: ano tnv KAIVIKAN gTny €peuva Kal avtioTpopwe).

Yuvtagn/empéAeia > 80 KAIVIKWYV nepIAnyewy yia to ORPHANET

YupBoAn otnv enikaiponoinon tng tagivépnong tou Orphanet kal atov epnAoutiopd
Twy 6pwv nou ouykataléyovtar ato Human Phenotype Ontology (OvtoAoyia
AvBpwnivou ®aivotunou)

‘EpEuva Kal pntpwa achevwv

Mepiogdtepeg anod 210 NnpookANCEIG cuvepyaaiag atov Topéa TG KAIVIKAG €peuvag

ILIAD: peikto (kevipikd + opoanovdiakd) UNTtpwo, To onoio avantuxtnke wg
tpaneda anoBnkeuong dedopévwy uyeiag (https://ern-ithaca.eu/our-research-ac-
tivities/iliad/) aoBevwv pe NDD kai/fi DA. To untpwo guAAgyel 10 EAAxIoTo oUvoAo
debopévwy tou JRC Kar eAdxioTo oUvoAo yeveTkwy dedopevwy €161KA yia to EAA
(yovidiakn kal yovidiwpatikn/xpwpoowpikn napaAAayn). To ILIAD npoogépel

™ duvatotnta avantuéng AentopepWV eNPEPOUG UNTpwwV. ENi tou napdévtog,
diavuel Tn BAta ¢daon tou (NpocoBaacipo oto Koivd to 6eUTepO Tpipnvo Tou 2025).
210 ILIAD kataxwpidovtal tpeig tunol acfevwv:

° yevetika kabopiopevol acBeveig (o1 acBeveig npéner va diabetouv yevetikn/
yoviBiwpatikn 81ayvwaon NPokKeIUéVOU va Kataxwpiotouv):

o KAIVIKG kaBoplopévol acBeveic (o1 acBeveic npénel va diaBétouv akpifn KAIVIKN
didyvwaon pe kwbdikd ORPHA o€ eninebo vdaoou)

= agBeveig pe dyvwotn artionaboloyikn didyvwaon kal avayvwpicipgo gaivétuno.



MetabERN

Eupwnaiko Aiktuo Ava@opdg yia tig KAnpovoikéG HeTaBoAIKEG Siatapaxég

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

MéAn

91 ndpoxol UYEIOVOUIKAG NEPIBaAYNG EyKATeEGTNPEVOI OE
27 xwpeg Tng EE kal atn NopPnyia gival péAn tou diktuou:
Katavépovtal e wg €ENG:

85 taktika péAn o€ 23 kpatn péAn, ouv th NopBnyia
4 guvbedepéva €0vikda kévipa o€ 1 kpdtog PéAog

2 €0vikoi K6uBol cuvtovigpoU o€ 2 KpAdtn PEAN

KateuBuvinpieg ypappég, diadpopég nepi@aAywng kai taidia acbevwv

Opadeg voowv

, Enave§étaon/katdption diadpopwyv nepiBaiyng kai tafidiwv acBevwv:
AOA — Aiatapaxeg rnou

oxetidovtal e apivogéa
Kal opyavika o&ea

Mepiogdtepeg anod 16 véeg kateubBUVTNPIEC YpaPPEG KaTaptioTnkayv ano
10 MetabERN

C-FAO — AlaTapaxéc YUPPETOXN 0TNV €Kkndvnon Aeukwv BiBAiwv kal cuctacewyv

nou oxetidovtal Je TOUG
ubatavBpakeg, Tnv
o€eidwan Ainapwyv o&Ewv
Kal Ta KeTovoowpata

BeAtiwaon tng kavoviotikng diadikaaoiag yia ta ¢pdppaka

Katdption kai eknaibeuon

CDG — Xuyyeveig
diatapaxég
YAukouAiwaong
kal dilatapaxég tng
€vOOKUTTApIKNG
diakivnong

LSD — Alatapaxég
AUCOOWUIKNG
anoBnkeuong

NOMS — Alatapaxég
VEUPOTPOMOMOINTWY Kal
AAAWV PIKPWV Hopiwy

PD — Ynepofuowpatikeg
dlatapaxég

PM-MD — Aiatapaxég
ToU petaBoAiopol tou
nuPoaTa®uUAIKoU Kal
NG PITOXOVOPIaKNnG
o€eIbWTIKNG
PWOPOoPUAiwang,
BAABeg otov KUKAO
Tou Krebs, 6iatapaxég
NG HETAPOPAG Kal
Tou petaBoAiopoul Tng
Belapivng

Mapoxn oToIXeiwv Kal NANPOQOPIWY Yia agBeveic Kal Nnapoxoug
UYEIOVOUIKNG NepiBaAyng otnv eknaideuon twv acBevwv

Mepioadtepeg and 500 6paotnpidtnteg katdptiong eiAogevnBnkav and
KEVIpa-pEAN Pe aToxo TN BEATIWON TWV YVWOEWYV Kal TNG KATApTIong

TwV enayyeApatiwy uyeiag pe €16ikeuan oTov Topéa TwV KANPOVOUIKWY

peTaBoAikwy diatapaxwyv

Mepiogdtepol and 500 eyyeypappévol eknaideudpevol otnv epappoyn
kar tnv npowBnaon tou Mpoypappatog Alayvwotikng KAIVIKNG kai
Bepaneutikng Eknaibeuaong tou MetabERN

rTUotnpa diaxeipiong Twv KAIVIKWV dgdopévwv twv acBevwv (CPMS)

141 oulnTNoEIg NEPICTATIKWY Npaypatonoménkav oto nAaicio Tou
CPMS ané to 2017

‘EpEuva Kal Pntpwa acevwyv

Mepinou 260 eniotNUOVIKEG ONPOGIEVUOEIG

Xpnan tou pntpwou U-IMD (evonoinpévo eupwndiké PNTpwo yia ta
KAnpovopikda petaBolikd voonpata https://www.u-imd-registry.org/
index.php?id=about): 30 cuppetéxovia kévipa, 3 534 eyyeypapgpevol
aoBeveig

AleukdAuvon Kal evappoévion Twy NPOCUUNTWHATIKWY EAEYXWV
veoyvwy atnv EE: npoaBnkn véag evdtntag oto puntpwo U-IMD

Anpioupyia peydAwyv Bdoswy dedopévwy acBevwy
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ERN PaedCan

Eupwnaikoé Aiktuo Avagopdg yia tov naidiatpiké kapkivo (aipato-

oyKoAoyia)
https://paedcan.ern-net.eu/

MéAn

90 ndpoxol UYEIOVOUIKNG NEPIBaAPng eykateoTnpEVOIl O
28 xwpeg tng EE kal atn NopPnyia €ivar péAn tou dikTUoU:

katavepovtal o wg €ng:

79 taktikda péAn oe 20 kpdtn péAn, ouv tn NopBnyia

9 guvdedepeva eBvIkA kEvTpa g€ 5 KpATn PEAN

2 €0vikoi k6uBol guvtovigpoU o€ 2 Kpdtn péAN

EninA€ov, upiotatal cuvepyaaoia pe tn peyaiutepn
naveupwnaikn opyavwaon yovéwy e naidid nou éxouv eni¢noel

ano naibiké kapkivo, n onoia eknpoownei 64 opyavwaoeliG-HEAN

0€ 35 XWPEG

Opadeg voowv

Aeuxalpia

‘Oykol eykepaAou
Aeppwpata
NeupoBAdotwpa

Ne@pikoi dykol
Yapkwpata paiakou 10Tou
OoteoodpKkwyua

‘OyKol ToU ANatog

‘OyKOI €K YEVVNTIKWV
KUTTAapwv

PetivoBAdotwpa

MoAU ondviol 6ykol (o€
nAnBuaopouc naidiwy,
ePNBwvV Kal veapwyv
€VNAIKwV)
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KateuBuvthpieg ypappég, diadpopég nepiBalyng kai tagidia acbevwv

25 supwnaikég NpOTUNES KAteUBUVTNPIES YPAUHES KAIVIKAC NPAKTIKAG
ouvtaxBnkav and to ERN PaedCan

Kataption kai eknaideucn

42 diadiktuakd oepivapia diopyavwBnkav ano to 2021

Mpoypappata kataptiong/adbeAponoinong oto nAaioio tou ERN
PaedCan

KUkAog paBnpdtwy naidiatpiking oykoAoyiag SIOP Europe (AieBvng
Etaipeia Naidiatpikng OykoAoyiag)

Eikovikd paBnpata SIOP Europe
SIOP Europe Student Summer School

ESO (Eupwnaikn ZxoAn OykoAoyiag) — SIOP Europe Masterclass,
npoypappa NAEKTPOVIKAG HABnang, unotpoPieg Kal SIENIOTNHOVIKOG
KUKAOG pabnpatwyv

Tuotnpa diaxeipiong Twv KAIVIKwV dedopévwv twv acbevwyv (CPMS)

287 oulnTNoEIC NEPIOTATIKWY Npaypatonoinbnkav ato nAaicio tou
CPMS ané to 2018

‘EpEuva Kal pntpwa acdevwv

29 aobeveig ival eyyeypappévol ato pntpwo PARTNER yia toug noAu
onavioug éykoug (https://partner.datariverweb.com/myhealthtest/)

MNTpwo Tou eupwnaikoU NpotUnou KAIVIKAG npakTtikng (ESCP) oxetikd
LE TNV napoxn Bepaneiwy aUP@wya PE T0 NPOTUMNO KAIVIKAG NPAKTIKAG
oe 0AdkANnpn tnv Eupwnn. To pntpwo ESCP unepyn@iotnke npéopata
and tnv Tonikn enitponn deovioAoyiag Tou latpikoU MavenioTnpiou Tng
Biévvng yia tnv Auatpia. Q¢ endpevo Prpa, oxedialetal n otpatnyikn
avantugng yia dAAa kpdtn péAn o€ ouvepyaaoia Pe ToUG NapOXoug
uyelovopikng nepiBaAyng tou ERN PaedCan.


https://partner.datariverweb.com/myhealthtest/

ERN RARE-LIVER

Eupwnaiko Aiktuo Ava@opdg yia ondavieg NNatikég voooug

https://rare-liver.eu

MéAn

62 Ndpoxol UYEIOVOUIKAG NEPIBaAYng eykateatnuévol o
23 xwpeg tng EE kal atn NopPnyia givar péAn tou diktUou:
katavepovtal e wg eENg:

52 taktikda péAn o€ 15 kpdtn péAn

6 ouvbebepéva €Bvika kévipa o€ 4 KpAtn PEAN kal 1 atn
NopBnyia

3 €Bvikoi kK6uBol guvtovigpoU o€ 3 Kpdtn PéEAN

EninA€ov, 1oxUouv guvepyacieg Pe 15 eKNPOOWNoUG
acBevwv

0“&58( véowv KateuBuvtnpieg ypappég, diadpopég nepiBaiwng kai taidia acbevwv

Ano 1o 2017 8 kateuBuvTtNpIeG ypappég ouvtaxbnkav anod Koivou LE To
ERN RARE-LIVER kal 7 eykpiBnkav and autd

3 diadpopég nepiBalyng (o€ €€EAIEN)

Autodvooa voonpata tou
nnatog

MetaPBoAikn atpnaia

XOANQOPWV Kal OXETIKES X "
nnatikéc vogol Kataption kai eknaibeuon

AAAoIWOEIG aTN HoWN TOU

] 35 6iabiktuakd oepivapia diopyavwBnkav and to 2020
nNatog

Etnoia akadnpia ERN RARE-LIVER ACADEMY (2npepo npdypappa eni
ténou)

Aiagpopa Bivteo yia npaypatika ntnpata 6oov a@opd onavieg NNAtikég
véooug

TUotnpa diaxeipiong Twv KAIVIKwY 6edopévwv twv acBevwyv (CPMS)

526 oudnThoEIC NEPIOTATIKWY Npaypatonoinbnkav ato nAaioio tou
CPMS ané to 2017

‘Epeuva Kal pntpwa acevwv

6 ocuvagn epeuvnTika €pya kal nepioodtepes and 50 KAIVIKEG DOKIUES
0Ta onoia guppeteixav Touhdxiotov U0 NAPOXOI UYEIOVOUIKAG
nepiBaAyng and 6Uo diapopetikd kpatn péAn Bpiokovtal eni Tou
napovtog unod eEEAIEN

2 787 aoBeveic nepidapBavovtal oto untpwo (https://rare-liver.eu/
patients/r-liver-registry/)
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ERN ReCONNET

Eupwnaikoé Aiktuo Avapopdag yia onavieg voooug Tou CUVOETIKOU
10TOU Kal TOU HUOOKEAETIKOU GUGTANATOC

https://reconnet.ern-net.eu/

MéAn

63 NApoxol UYEIOVOUIKAG NEPIBAAYNG EYKATEGTNUEVOI OE
23 xwpeg tng EE kal atn NopPnyia eivar péAn tou diktlou:
katavépovtal e wg €ENG:

« 54 taktika péAn oe 15 kpdatn péAn
- 6 ouvbebepéva eBvika kévipa o 5 KpATN PEAN

« 3 €Bvikoi kOuBol guviovigUoU o€ 3 Kpdtn HEAN

EninA€ov, 10xUouv oguvepyaaieg pe 17 EKNPOOWNOUG
aoBevwv

KateuBuvtnpieg ypappég, diadpopég nepiBaiyng kai tagidia acbevwv

Opadeg voowv

12 enigtnpovikég dnpoaieloelg 0to cupnAnpwpa tou ERN ReCONNET pe titAo
AvTIQwo@oAInidiké ouvdpopo «State of the Art of existing guidelines and unmet needs» (Tpéxouoa katdotaon Twv
UQICTAPEVWY KATEUBUVTNPIWY YPAPPWYV Kal akAAUNTEG avAaykeg)

YUvbpopo Ehlers-Danlos , , , . ,
1 enigTnpovikn dnpooieuon OXETIKA PE TNV TAPNON, TN YVWON Kal TNV

euaiobntonoinon 0oov a@opa TG KATeUBUVTAPIEG YPAPUEG KAIVIKNG NPAKTIKAG yia

I61onaBeic pAeypovwdel ; ; A )
§ PAEYH ¢ onavieg kal noAUnAokeg véooug Tou cUVOETIKOU 10TOU

puondBeleg ) o ) ] ) )

10 opyavwTtikd povtéAa éaov agopd Tig dladpopég nepiBaiyng twv acBevwy, Ta
onoia oxedidfovtal and koivou pe evolapepopeva pépn nou epappdlouv 1o RarERN
Path® — MeBoboAoyia nou avantuxBnke and to ERN ReCONNET

1 emioTNUOVIKA dNpoaieuon OXETIKA PE TO opyavwTikd PovTéAo yia Tn diadpopn
nepiBaAyng acBevwv nou avantixBnke yia Th cUCTNPATIKA OKANPUVON PE EQappoyn
tou RarERN Path® — MeBoboAoyia nou avantuxBnke and to ERN ReCONNET

1 6npooieupévo Red Flags oxetikd pe tnv €ykaipn 61dyvwaon kal napanounn, 2
eninAéov Red Flags Bpiokovtal ndn oe e§€AIEn

IxetI{opeveG pe tnv IgG4
voaool

MeiktéG nabnoeig tou
OUVOETIKOU I0TOU

Ynotponidouoca
noAuxovopitidba , , , , , ,
Inpeia nou npénel va AapPBavovtal unoyn yia Bepaneia aoBevwv mou

NAoXouV anod autoavooEeg PEULATIKEG VOOOUG E avTiikEG Bepaneieg kal npoidvta

YUvbpopo Sjogren
el e avtiowpdtwy kata tou SARS-CoV-2

TUOTNHATIKGG epubnpuatwdng
AUKoG

YUuoTNpatikn okAnpuvan

Abiapoponointn véoog Tou
OUVOETIKOU I0TOU

58

1 8¢opn petpwy noidtntag yia tn petdfaon tng nepibaiyng 6oov agopd onavieg kai
noAUnAokeg véooug Tou UVOETIKOU 10TOU Kal TOU HUOOKEAETIKOU cuothpatog (rCTD)

1 pn e€e1bikeupévn €kdoon nNou ouvtdxbnke and KolvoUu PE EKNPOCWNOUG acBevwyv
kal dnpoaoielBnke otov 1I0tdtono tou ERN ReCONNET

Katdpuion kai eknaibeuon

72 diadiktuakd oepivapia diopyavwBnkav and to EAA andé to 2019

43 enIgKEYEIG €xouv dlopyavwBei pexpl aTiypng oto nAaioio tou oUvtopou
npoypappatog aviaAlaywy

Alanioteupévog diadiktuakdg KUkAog pabnpdtwy Ba Eekivhael to 2025
Alanioteupévog KUKAOG pabnudtwy yia tn petdBaon tng nepiBaiyng

YUothpa diaxeipiong Twv KAIVIKwV dedopévwv twv acBevwyv (CPMS)

Mepiogotepeg anod 50 oudnTNOEI NEPICTATIKWY Npaypatonoménkav ato
nAaioio tou CPMS and 1o 2018

‘Epeuva Kal pntpwa acbevwv

7 KAIVIKEG HOKIUEG OTIG OMOiEG OUHHETEIXAV TOUAAXIOTOV U0 NAPOXOI UYEIOVOIKAG
nepiBaAyng and dUo diapopeTika KpATn PEAN

TupnAnpwypa pe titho «Rare within Rare» (Indvia nepioTatika oTig onavieg voooug)
oto Clinical and Experimental Rheumatology (KAIvikn kal neipapatikn peupatoloyia),
2022, nou nepiAapBdvel 18 eniotnUoVIKEG ONPOCIEVTEIG

H nAatgdppa pntpwou TogetherERN ReCONNET oAokAnpwvetal (https://reconnet.
ern-net.eu/our-activities-registry/)

VACCINATE — MoAukevtpikn npoontikn peAétn kooptng tou ERN ReCONNET yia tov
eyBoAiacpo

Eibikn opada epyaciag yia tnv €peuva kai tnv noiétnta tng nepibaAyng kar opada
€pyaciag yia Ta pntpwa kal tnv NAEKTpovikn uyeia (https://reconnet.ern-net.eu/

working-groups/)



https://reconnet.ern-net.eu/our-activities-registry/
https://reconnet.ern-net.eu/our-activities-registry/
https://reconnet.ern-net.eu/working-groups/
https://reconnet.ern-net.eu/working-groups/

ERN RITA

Eupwnaiko Aiktuo Avagopdg yia ondvia avoooavendapkeia Kai
auToPAEYHOVWOEIG, aUToAvooeg Kal NaIdIatpIkEG PEUHATIKEG VOGOUG

https://ern-rita.org/

MéAn

70 ndpoxol UYEIOVOUIKAG NEPIBAAYNG EyKATETTNEVOI OE
25 xwpeg tng EE kal atn NopPnyia givar péAn tou diktlou:

katavépovtal 6 wg €ng:

61 taktkd pEAn og 18 kpdtn peAn, ouv th NopBnyia

7 cuvbebepéva €BvIKA kKévipa o€ 4 KpATN PEAN

2 €Bvikoi k6pBol guvtoviagpoU o€ 2 Kpdtn péAN

EminAéov, 1oxUouv auvepyaaieg pe 12 EKNPoawnoug

agbevwv

Opadeg voowv
MpwTtonabeig
avoooavendapKeIeg

AutoQAeypOVWOEIG
diatapaxég

Autodvooa voonpata

Maidlatpikég
peupatondabeleg

KateuBuvtnpieg ypappég, diadpopég nepiOaiwng kai tagidia acbevwv

8 kateuBuvtnpleg ypappég ouvtaxnkav and koivou pe to ERN RITA kal
3 eykpiBnkav and autd

Eyxelpidio taidiot acBevn tou ERN RITA
3 taidia aoBevwov

Katdption kai eknaibeuon

40 diabiktuaka cepivapia diopyavwBnkav and to 2020
Yeipd diabiktuakwy oepivapiwy Tuesday Lunch
Aladiktuakd oepivapia pe enikevipo tov acBevn

YUviopa npoypdppata aviaAlaywy petafl napoxwy UYEIOVOUIKAG
nepiBaAyng tou ERN RITA

TUotnpa diaxeipiong Twv KAIVIKWV dedopévwv twv acBevwyv (CPMS)

149 gulnthoeIg NEpIOTATIKWY Npaypatonoinbnkav oto nAaiagio tou
CPMS ané to 2017

‘EpEuva Kal ntpwa achevwv

126 ouvapn epeuvnTIKA €pya n KAIVIKEG OOKIUEG OTIG OMoieg
ouppETEixav Touldxiatov dUo NApoxol UyelovouIKAG nepiBaAyng and
dUo blapopeTikd Kpdtn péAn

Avantu€n pntpwou tou diktuou nou nepiAapfavel véoug acBeveig nou
(https://ern-rita.org/rita-registry/general-info/)
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ERN TRANSPLANT-CHILD

Eupwnaiko Aiktuo Ava@opdg yia tn petapdoxeuon o€ naidia

https://transplantchild.eu/

MéAn

40 NnApoxol UYEIOVOUIKNG NePIBaAYnG eyKateoTNUEVOI O€
21 xwpeg TnG EE kal atn NopPnyia gival péAn tou diktuou:
katavépovtal e wg €ENg:

33 TakTIKA péAn o€ 13 kpdtn péAn, auv tn NopPnyia
4 guvbebepéva BvIka kévipa o€ 4 Kpdtn PEAN

3 €0vikoi k6uBol guvioviguoU o€ 3 Kpdtn PEAN

EninA€ov, 10xUouv guvepyaaieg Pe 13 eKNPOCWNOUG
aoBevwv

KateuBuvthpieg ypappég, diadpopég nepi®aiwng kai tagidia acbevwv

Topeig petapoéoxeuong

2 KateuBuvtnpleg ypappég cuvtaxtnkav and to ERN TRANSPLANT-
CHILD.

NVeUHOVEC, VEPPOI, Anap « 2 KAIvIKoi éAeyxol bnpoaielBnkav kal 2 Bpiokovtal o eEEAIEN

MetapooXeuon OTEPEWV
opyavwy (kapdia,

Kal €ViePo)

Metapéoxeuon Kataption kai eknaibeuon

alponoINTIKWY

Bl ey 134 6iadiktuakd oepivapia diopyavwBnkav and to 2018

17 oUvtopa npoypdppata aviaAlaywy and to 2018
5 epyaotnpia TransplantChild

Tuotnpa diaxeipiong Twv KAIVIKwV dedopévwv twv acbevwyv (CPMS)

293 oulnTtnoeig NEPIOTATIKWY Npaypatonoinbnkayv ato nAaicio tou
CPMS ané to 2017

‘Epeuva Kal pntpwa agbevwv

6 ouvageic EPEUVNTIKEG NPOTACEIG OTIC OMNOIEG CUMPETEIXaV
TOUAAxioTov 6U0 NApoxol UYEIoVOHIKNG NepiBaAyng and duo
dlapopeTika Kpdtn pPéAn

YuppeToxn o€ 8 épya katd ta teAeutaia 5 €tn

528 aoBeveig éxouv eviaxBei oto pntpwo PETER (https://peter.
transplantchild.eu/)

11 bnpoaoieupéveg epyaaieg and to 2020
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VASCERN

Eupwnaiké Aiktuo Ava@opdg yia Tig onavieg NoAUGUOTNHIKEG ayYEIaKES
voooug

https://vascern.eu/

MéAn

45 ndApoxol UYEIOVOUIKAG NEPIBaAYng eykateaTtnUEVol O
19 xwpeg tng EE kal atn NopPnyia givalr yéAn tou diktlou:
Katavépovial € wg eENG:

39 taktikd pEAN g 13 kpatn peAn, ouv th NopBnyia
4 guvdedepéva eBvIka kévipa o€ 3 Kpdtn PHEAN
2 €0vikoi k6uBol guvtovigpoU o€ 2 Kpdtn péAN

EninA€ov, n eupwnaikn opada unoatnpiEng acBevwy (ePAG)
tou VASCERN nepihappBavel 37 eknpoownous acbevwy Kal
ouvepyadetal evepyd pe 75 opyavwaoelg acBevwy S

KateuBuvthpieg ypappég, diadpopég nepiBaiwng kai tagidia acbevwv

Opadeg voowv

, , 12 kateuBuvtnpieg ypappég ouvtaxbnkav and koivou pe to ERN
KAnpovopikn aipoppayikn VASCERN kal 30 eykpiBnkav ané autd
teAayyelektaaoia , ,

10 Siadpopég nepiBaiyng
KAnpovopikég nabnoeig

; , 14 dnAwaoeig cuvaiveong
Bwpakikng aoptng

11 oUvoAa eVNPEPWTIKWY DEATIWY TWV «MNPEMEI» Kal TWV «dEV NPENEl»

Meoaiou peyéBoug
aptnpieg (ayyeiako . .
oUvbdpopo Ehlers Danlos...) Katapuon kai eknaidbeuon

Neupoayyelakég nabnoeig

(n.x. vdoog Moyamoya,
CADASIL) - 157 Bivteo Pills of Knowledge éxouv napaxBei and to 2018

19 diadiktuaka aepivapia diopyavwbnkav anod to 2020

NaiBiatpiks Kal . gé'lzpd?vpapuata Erasmus+ Summer School diopyavwBnkav ano to
npwtonabég Aeppooidnua ) ) )

53 oUvtopa npoypdupata aviaAAaywy
AYYEIOKEC avwpaAieg

GueTeeEs, s 3 KUKAOI paBnpdatwv NAEKTPOVIKAG pabnang

TUotnpa diaxeipiong Twv KAIVIKwV dedopévwv twv acBevwyv (CPMS)

274 culnTNOEIC NEPICTATIKWY Npaypatonoinénkav ato nAaioio Tou
CPMS ané to 2017

‘EpEuva Kal Pntpwa acdevwv

24 €peuvnTIKA €pya N KAIVIKEG DOKIUEG OTIC 0Moieg CUPPETEIXaV
TouAdxiotov 6Uo NApoxol UYEIoVopIKNG NepiBaAywng and duo diapopeTika
Kpatn PEAN.

3 030 aoBeveic eival eyyeypappévol oto untpwo VASCERN (https://
vascern.eu/group/registry/)
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EMNIKOINQONHXITE ME THN EE

Autonpoownwg

Ye 6An tnv Eupwnaikn ‘Evwaon undpxouv ekatovtadeg kévipa nAnpo@dpnong Europe Direct. Mnopeite va
Bpeite T dieUBuvan Tou NAnciéotepou o’ €0dg kévipou ato diadiktuo: https://europa.eu/european-union/
contact_el

TRAEQWVIKWG h HEGW NAEKTPOVIKOU Taxudpopciou

H Europe Direct eival pia unnpeaia nou anavid otig EpwINaelg aag yia tnv Eupwnaikn Evwon. Mnopeite va
EMNIKOIVWVACETE € QUTAV TNV unnpeaia:

— KaAwvtag ateAwg tov apiBud 00 800 6 7 8 9 10 11 (opiopéva diktua tnAepwviag evoéxetal va
XPEWVOUV TIG KANOEIG AUTEG),

— KaAwvtag Tov apiBud +32 22999696 n

— HE€ow NAEKTpOVIKOU Taxudpopeiou atn dielBuvan: https://europa.eu/european-union/contact_el

BPEITE NAHPO®OPIEZ ZXETIKA ME THN EE

Ito Siadiktuo
MAnpo@opieg yia thv Eupwnaikn’Evwon o€ OAeg TG enionpeg YAwaoeg Tng EE gival 61aB€aipeg otov Iotdtono
Europa: https://europa.eu/european-union/index_el.

Iug ekdoéoeig tng EE

Mnopeite va katagpoptwaoete n va napayyeilete ekddoelg Tng EE, dwpedv n eni nAnpwpn, otn dietBuvon:
https://op.europa.eu/el/publications. Mnopeite va {nthoete noAAanAd aviiypaga dwpedv e€kdOTEWY
ENIKoIVWVWVTag Pe thv unnpeoia Europe Direct n pe 1o toniké oag kévipo nAnpo@dépnong (BA. https://
europa.eu/european-union/contact_el).

Itn vopoBecia tng EE Kai o€ oxetika éyypaga

lNa npocfaon oe vopikéG nAnpogopieg tng EE, oupnepidapfavopévou tou GuvoAou NG EVWOIAKNAG
vopoBeaiag and 1o 1951 o€ 0AeG TG enionpeg YAwaooeg, petaPeite otov iotdétono EUR-Lex: https://eur-lex.
europa.eu

Ita avoixta dedopéva ané tnv EE

H MUAn Anpdoiwyv Agdopévwy g Eupwnaikng Evwong (https://data.europa.eu/el) napéxel npéofacn oe
oUvola dedopévwv and v EE. Ta dedbopéva pnopolv va katapoptwBoUv kal va enavaxpnaoiponoinBolyv
dwpedv, 1600 yia epnopikoUs 600 Kal yid KN PnopikoUs okomnoug.
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