THE RESEARCH POTENTIAL AND THE INTEGRATION OF THE
EUROPEAN REFERENCE CENTERS IN NATIONAL HEALTH
SYSTEMS

Avteovne Kattaunc
KaOnyntne Iawdvatpikne Avpatodoylac-Oykodoylacg




87 YIIANIA NOTHMATA

o KaBe voonpa pe xapnAn emintoon Bewpeltal oavio.

o Evponaixn Eveon: <56 ava 10.000 atopa.

0 6-8% tou mAnBuopou tng Evpwnaikng Eveoong maoxel amo omavio
voona

o IIepimmou 30.000.000 acBeveig otnv E.E.

o xmavia kKat IToAuvmloxka (Rare and Complex)
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o H oonyia 2011/24/EE tou Evpwnatkou KoitvoBouAiou Kat
2 UPBOUALOU-OXETLKA e TNV £PAPIIOY]] TOV OLKALOUATROV TV
ao0evav oto mAailolo Tng 0laouvoplakng neplfaAywng

o 'EBeoe to vopoBetiko mAaiolo yia tnv evapén ouvepyaotag petadu
OOV UYelag, e 0TOXO0 TNV IpoobBaon tov acbevev 1ie omavia
VOOI 1A TA 08 UWNAOU £IILIIE00U £££101KEeUPEVT) 1AaTPLKT ITeplOaAwn pe
OOUNLEVO TPOIIO KAl 02 e02A0VTIKO eIIlIIe6o

o Ztnpidel tnv avantuén «Eupematkov Atktuev Avagopagy
(European Reference Networks, ERN’s) petau mapoxeov
uyelovoulk1ng rmeptbadwne/voookopeiwv kar Kevipov
Ennelpoyvopoouvng tov Kpatov HeA®V
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&7 H MopEIA ITPox TA ERN

0 Juppetoxn-ouvepyaola toulaxiotov 10 ovagopetirev Ilapoxav
Yyerovouikng IlepiBalyng mpoepxopevev amo TouAaxiotov 8
oragopetira MeAn Kparn.

o Eotlaon otnv avBpwmokevipikn gpovtioa

o Auotnpn aéloAoynorn Toug arro ave{apTnTn apXn
o ExmAnpwoon xprtnpiov

o Avayvemplon Kal £€yKplon oe e0viko emimeoo.
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%7 KENTPA EMITEIPOTNQMOZYNHY - ZKOIIOI

0 LUYKEVTP®OI] YV®OIE KAl EUIIELPOYVAOLIOOUVIE OTNV IIPOANWI),
OL0YV®OT, IapakoAouOnon Katl otaxelplon tov aocbevav pe
OUYKEKP11EVO OIINV1O VOonua

o IloAuemotnpovik opaoa

o Emtteuln BeAtiotwv amotedeopatov

O XUOTNPATLKT KATAYPA@I] KAl PEAET ®g P0G TA ITO000TA 1aong,
eIlBloNg KTA

o Epeuva
o Exmaidesuon

o Ilapaywyng xai epappoyng Kateubuvtnpiov o0nylwv KAaAng
IIPAKTIKNGE KAl EAEYXOU TOV AIOTEAEOIATOV KAl TNE II0L0TNTAC

o Xuvepyaoia pe aAda Kevipa Epneilpoyveopoouvng kair Atktua.




o 12/ 2016, eykpiOnke n ovotaon
ouvoAlkda 24 Evponatkov Atktuenv
Avagopag

O Xuppetexouv neproootepeg arro 900
ele101keupeveg Movaoeg Yyetag, oe
reploootepa amo 300
Noooxkopeia/Ilapoxoug
Yyerovopirng IleptBadwnge

o Ano 25 Evpwenaireg xopeg

o Nouiko miatioro otnv EAAGOa

Y.A.I'28.58442.27-7-2017 (PEK
2736-B-04.08.2017)

o H 21 IIpookAnon yia mAnpn n

ouvepyatika (assoclate) kevtpa
£Anse 30/11/19

EUROPEAN REFERENCE NETWORKS

FOR RARE, LOW PREVALENCE AND COMPLEX DISEASES

Share. Care. Cure.




H IIOPEIA ITPOX TA ERN

Atitnon ouppetoxng
ota ERN

Avayvwplon oe

IIpoetolpaocia
EBviko Emtmedo
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* 1 attnon /gpopea

* Maiog 2018 - DEK4271/B/
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« 27 RévTpa oe OAn
tnv EAAGOa

* 6 [Ia16ratpira
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17 ERN CENTERS
MONAAA IAPOXHX YIHPEMONYIBIA:  JBRN

"Aghia Sophia" Children’s Hospital Endo-ERN
BuroBloodNet
GENTURIS
PacdCan

Eginitio Hospital, National and Kapodistrian University of Athens ERN-RND
Eginitio Hospital, National and Kapodistrian University of Athens EURO-NMD

Eginitio Hospital, National and Kapodistrian University of Athens RITA

‘Attikon’ University General Hospital EuroBloodNet
"Laiko" General Hospital of Athens Endo-ERN
“Laiko” General Hospital of Athens ERKNet

"Laiko" General Hospital of Athens EURACAN
"Laiko" General Hospital of Athens EuroBloodNet

"Laiko" General Hospital of Athens MetabERN
"Laiko" General Hospital of Athens ReCONNET

General University Hospital of Larissa RARE-LIVER

Evangelismos General Hospital Endo-ERN

251 Hellenic Air Force & Va General Hospital EuroBloodNet




POAOZ TON KENTPON EMITIEIPOINQMOZYNHE - ERN

EUROPEAN REFERENCE NETWORKS

FOR RARE, LOW-PREVALENCE AND COMPLEX DISEASES

Share. Care. Cure.
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POAOZ TON KENTPON EMITIEIPOINQMOZYNHE - ERN

Yulloylkn nmpoomafeia
« Yuppetoxn euoikev amo oAa ta avriotorxa ERN kevtpa
 Anmoupyia xateuBuvrnplrev odnyrov
* Yr00£tnon xovev npakTIK@V yLa OIavia voonpata

CLINICAL RESEARCH &  GENERATING TRAINING &
GUIDELINES  INNOVATION & SHARING E-LEARNING
KNOWLEDGE EVIDENCE




POAOZ TON KENTPON EMITIEIPOINQMOZYNHE - ERN

« Anpoupyla £PEUVNTIKAV OPAO®V

¢ Xxedlaon epeuvnTikev npoonaderov
 Xuldloyukn auvénon apitOpouv aoBeveov

* YTOXEUNEVEC EHMLOTIHOVIKEC OUVAVTIOLLC

CLINICAL RESEARCH &  GENERATING TRAINING &
GUIDELINES  INNOVATION & SHARING E-LEARNING
KNOWLEDGE EVIDENCE




POAOZ TON KENTPON EMITIEIPOINQMOZYNHE - ERN

« Anpioupyla apXelov Kataypaene acdevev
 Anpmoupyila peyadev faoceov Sedopevav
 YUYKPUTLKEC epmeLpLeg

CLINICAL RESEARCH &  GENERATING TRAINING &
GUIDELINES  INNOVATION & SHARING E-LEARNING
KNOWLEDGE EVIDENCE




POAOZ TON KENTPON EMITIEIPOINQMOZYNHE - ERN

 Taktikeg ekmatdeuTiREG oUVAVTNOLLE — OLAOLKTUAKEG
« XYemwvapra oe edelbikeupeva Kevepa
 AuvatoTtnta EHLOKEWPIG O £LOLKA KEVTPA

CLINICAL RESEARCH &  GENERATING TRAINING &
GUIDELINES  INNOVATION & SHARING E-LEARNING
KNOWLEDGE EVIDENCE




POAOZ TON KENTPON EMITIEIPOINQMOZYNHE - ERN

AXYOENOKENTPIKH ®PONTIAA
 BeAtiwon mapeXopevev U PeoL®v
 Elavtopikeuon Oepamneiac
 Auvatotnta oupfouleutikicg (CPMS)
 Alvaouvopulraki meplalywn

CLINICAL RESEARCH &  GENERATING TRAINING &
GUIDELINES  INNOVATION & SHARING E-LEARNING
KNOWLEDGE EVIDENCE




o Avantuén xat AAA®V O1KTUGV Yyia aAAd voonpata

o IIpookAnon oe vea peAn

o Anuuoupyla dAA®V 0KTUGV ota mAaitola tov ERN
« JANE , CRANE

o Kowvn 0pdon yva tnv evraén tov ERN-Kevtpov ota Yuotnpata
Annoovag Yyetiag (JARDIN)




o Kowvn 0pdon yia tnv evraén tov ERN-Kevtpov ota Xuotnpata
Anpnoovag Yyetiag (JARDIN)
« KabBopioel ta Bnpata ya eva ‘emtuxeg tallol tov aobevav
o ITAatowo Aelttoupylag TV KEVTP®V ‘aplotelag Kol TV aVTloTolX®V e0Vikav
OLKTU®V

o TTAalolwo avantuéng tov Baoewv 0cooPEVOV

o Kowveg mpaxktikeg, Suvatotnta eImKovoviag, Vopulko miaioro, big data

e Tpomor evioxuong tov EOvikov Kevtpov ERN

o ITAaiolwo Aevtoupyiag xat Opydaveong Kal T@v cUPBOUAEUTIK®OV 0UVEDPLACEDV

(neBodol opyavwong, Kootog Aettoupylag, armolnuiowon expert, )




ERN KAI EAAHNIKH 1IPATMATIKOTHTA

o Avaykata 1 kaAutepn ouvepyaota pe tThv IToArtetla
e Y11ooteAex®won

o IatplkO IPOooWITLKO
o NoonAeuTiko Impoo®IILKO
o Aevtoupyol Yyetag
o I'pappatelakn vmootnpién
« Exouyxpoviopog emkowveviag pe toug acevelg
o TNAEQOVIKA pavTeRoV / TNAETATPIKY) / EMKOIVOVIO LECH ACPAADY GUVOECEDY

e Avamtuén / motomoinon eBvikomv kévipwv biobanking
* Evicyvon tov epyactnpiov
o KédAvym e£60mv eEetdikevuévav eEetdoemy

* YmoompiEén Exnowdevtikov ExonAdcewmv

o KdAvyn €00V GUUUETOYNG GTIC GLUVOVTINGELS




ANABAGMIZH TQN [TAPEXOMENQN YITHPEZIQN YTEIAX

[TpwtoBabpia EOvika kevrpa ERN
@POVTLOA ERN
Avayvoplon Bzt ) T
SBoul , exmaldeuon
Hapamopm upBouleuTtikn ,
' KaBo8ivno Avaouvoplakn
Yuvepyaoia . Y1 ' 1 ' replfaAwn
otnv UVTOVIOPOE UNTPODV I :
\ / OAUKEVTPLKEG
AVTIPETWIIOT] Avanrtuln biobanking peléteg
Texvoloyia avxung
IIpooBaon oe mponypeveg

Oeparieieg




EIIIMY®IO

« ERN:
 Ynpavtikn Evpenaikn IIpoonaBeira
« Kataktnon tov AcBevev pe Xoavia Noonpata
 Emvvonn tng AocOBevokevtpikncg IIoAvtikg
 EpyalAcio Avantuing Epesuvacg-Xuvepyaoiag

* JIoAvtela
 Amapattntn evioxuon tou Oeopou
 'Evtaén touc oto mAaioro avantudngotn

Anpoouva Yyetag
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