ANIATZHZ MANQAHZ

[MaudiaTtpocg - AvoooAoyog, AieBuvtrc EY,
Tunua AvoooAoyiag - lotooupardTnrac,
E101k6 Kévtpo MNpwTtotrabuwyv AvOCOQVETTAPKEIWY,
[.N. MNaidwv “Ayia Zopia”

ZMANIEZ MAOHZEIZ
EONIKA KENTPA-EYPQIMAIKA AIKTYA ANA®OPAZ



MPQTOMAOEIZ ANOZOANEINAPKEIEZ
2MANIEZ NMAOHXZEIZ



TI EINAI Ol ZMANIEZ NOZzOil;

MpokeiTal yia KANPOVOuIKEG CUVROWG VOO OUG Ol OTTOIEG
atrelAoUV TN {wn N ETIPEPOUV XPOVIA avaTTnpia, aAAd apopouv
TOOO HIKPO apIBu6 acOevwyv WOTE VA ATTAITOUVTAI
OUVOUQOMEVEG TTPOCTTABEIEG YIA:

Na peiw0ei o apiOuég Twy atépwy 1ToU TTPOooBAAAovTal ATrd
TETOIEG VOO OUG

Na mrpoAn@Bei o Bavarog veoyvwy N TTaidIwyV atrd TETOIEG
vOOoOoUg

Na diatnpnBouv n roiéTnTa (WS KAl O KOIVWVIKOOIKOVOMIKES
OUVATOTNTES TWV A0BEVWV.



Mia acOeveia i diatapaxn opIfeTal WS OTTAVIA OTNV
Eupwtrn otav ernpealel Aiyorepo atro 1 ora 2000 aropa

« 2ZtnVv EE, trepitrou 30 ekatoppUpia AvOpwIrol Trapoucialouv pia
a1ro TIG TTAVW aT1rdé 6000 UTTAPXOUCEG OTTAVIES TTOBROEIG

« 80% YeVETIKNA dlaTapaxn

 20% Aolpwiswyv (BaKTNPIOKES N IOYEVEIG), AAAEPYIWV KAl
TEPIBAAAOVTIKWY AITIWV, N €ival EKQUAIOTIKEG

e >50% tTa1dI1G



EMNATQZH TON ZIMANIQN NOZHMATQN MNMAIrKO2ZMIQx

Kapia xywpa , kapio Arepog, 6 pnopei va AUCEL oo povn tng ta mtpofAfpota nov

TLPOKUTTOUV arto ta Znavia Nooquota

RARE DISEASES
exist, with less than 500
L y FDA-approved treatments?

ONLY 5% of RARE DISEASES have treatments.:

Patients with RARE DISEASES are frequently misdiagnosed or undiagnosed.

80% .

RARE DISEASES
ARE GENETICALLY
BASED.

D illnlll

>50%

TWV TOpwV pe Z.N
gival mouda



Koiva mrpoBARpaTa TTOU avTINETWTTI(OUV

KaBuoTtépnon otn didyvwon AGyw EAAEIYPNG ETTICTNMOVIKAG
yvcgong KOl TTOIOTNTAG TWV TTANPOPOPIWV CXETIKA HE TNV
aoBéveia.

Avaykn yia KatadAAnAn vyegiovouiki TrepiOaAyn uwnAng
TTOIOTNTAG

AuokoAigg oTnv Tpoofaon o€ Bepatreia Kal @povTida

20BapPEG KOIVWVIKEG KOl OIKOVOUIKEG ETTIBAPUVOEIS VIO TOUG
aobBeveig.

H gpeuva d1eBvng yia va e§aoc@alileTal n ouvepyaoia HETAgU
TWV EUTTEIPOYVWHOVWYV EPEUVNTWYV KAl KAIVIKWYV 10TPWV

O1 aoBeveig va eTTWPEANBOUV ATTO TN CUYKEVTPWOT YVWONG
KOl EMTTEIPIAG o€ dlaouvoplako eTTiTredo.



NMpoBAAMATA TTOU AVTIMETWTTICOUME WS KOIVOTNTA

O1 oravieg aoBEvelEg KAl Ol OTTAVIEG KOKONOEIEG NTTOPEi VA
gival Xpovieg, €EEAICOOUEVES, EKPUAIOTIKEG, TTPOKAAOUV
AVATTNPIES KAl CUXVA ATTEIANTIKEG YIa TN {WN:

*Tooo o1 acBeveic 600 Kal ol £101Koi yia TiI§ ZN €ival Aiyol ,
YEWYPAPIKA SIACTTAPTOI KOI ATTOMOVWHEVOI

*H agi6mmioTn TTAnpo@opia eAAXIOTN

“EAAg1yn OepaTtreiwyv Kal SUOKOAia oTn TTpOoRaon o€
ETTAPKN OepaTtreia

‘KatakeppaTiopévn Eépeuva , 0edopéva Kal TTAnpoPopnon.

‘Kakn €KBaon Kal O€ HEPIKEG TTEPITITWOEIG HEIWMEVO
TTPOCOWKIMO ETTIRIWONG.



H agia Tng ouvepyaoiag NeETALU TwV KpaTtwyv
MeAwv TnG EupwTtraikng Evwong eivai TToAu
KaOapr oTn TTEPITITWON TWV CTTAVIWYV KA
TTOAUTTAOKWYV aoOevEIWY



T1 yéTpa mraipvel n EE;

e  ZUYKEVTPWON TWV TTEPIOPICHUEVWYV TTOPWV TTOU CHMEP Eival
KOTOKEPMATIOHEVOI HETAEU TWV KpaTwV HeEAwV TnG EE.
 H Koivil dpdon Bonbd Toug aoBeveig Kal TOUG ETTAYYEAMATIES TOU

KAGOOU TNG uyeiag va avTaAAAOOOUV EUTTEIPIEG KOI YVWOEIG OE
dlacuvoplakod etTitredo.




Ta pérpa TepIAauBavouv HETAEU AAAWYV Ta akOAouBa

BeATiwon Tng avayvwpiong Kal TPooARg OTTAVIWV VOO WV

Alao@AAIoN IKAVOTTOINTIKNG KWBIKOTTOINONG KAl AViXVEUONG TWV
OTTAVIWV VOOWYV O€ OAd TO CUCTHMATA TTANPOPOPIWY VIO TNV UYEia

2TAPIEN TWV EBVIKWYV OXEQiWV AVTINETWITIONG OTTAVIWY VOOWV OTd
kpatn MEAN TG EE

Evioxuon Tng OuvEPYOOiag KOl TOU CUVTOVIOUOU O€& EUPWTTAIKO
emitredo

Anpioupyia eupWTTAIKWY SIKTUWYV AVA@OPAg Ta oTroia 8a ouvdéouv
KEVTPO EUTTEIPOYVWHOOUVNG KAl ETTAYYEAPATIEG TOU KAADOU TNnG Uyeiag
o€ Aldpopeg XWPES e OTOXO TNV AVTAAAAYN YVWOEWV Kal TNV
KaBodnynon aocBevwy 1Tou dev uropouv va Bpouv oTn Xwpea ToUug TNV
ATTAITOUHEVN EUTTEIPOYVWOIA

EvOdppuvon Tng £€peuvag yia TIG OTTAVIEG VOOOUG

AZIOAOYNON TWV CNUEPIVWV TTPOKTIKWY S1AYVWOTIKOU EAEyXOU TOU
TTAnBucppoU

YTrooTNPIgN TWV UNTPWWV OTTAVIWY VOOWV Kai dnuioupyia piag
EUPWTTAIKNG TTAATPOPHAS KATAXWPNO NG TWV CTTAVIWV VOCWV.




Ti1 guTTVEEl TN ONMIoUpYia TwV EupwTraikwy Kévrpwy
Ava@opdc;

H peydAn duokoAia otnv €Upecn TG CWOTNAS didyvwong oTh
mpofaon KAaTaAAANANG BepaTreiag Kal KAIVIKAG
EMTTEIPOYVWHOOUVNG .

O1 yiatpoi dev £xouv EavaouvavThoEl TTOPOHOIA TTEPICTATIKA .
O1 aoBeveig xwpig OepaTtreia

Avalntnon oto d1a0UKTIO ME TNV EATTIOO va Bpedei KATTOI0
KEVTPO ME EUTTEIPIC



Ti eival EupwTtraika Kevrpa Avagopdag (ERN)

Eival €IKovika SikTud TTOU EUTTAEKOUV TTOPOXOUG UYEIAG O€ OAO TO
TTAATOG KOl MRKOG TG EupwTrng.

2TOXEUOUV OTO VO AVTIMETWITIOOUV TTEPITTAOKES KOI OTTAVIEG
A0 0BEVEIEG KOl KATAOTAOCEIS TTOU XPEIAlOVTal ECEIDIKEUMEVN
OepaTTEia KOI CUYKEVTPWON YVWOEWYV KAl TTOPWV.



Ta ERN 1mrpooc0éTouyv agia og ao0eVEIC KAl ETTAYYEANATIES
UyEiag.

O1 aocBeveig pe oavia Kai wEPITTAOKA Voo uaTa HTropEi va §odeuouv
XPOvIa Xwpig va £xouv pia ocagn didyvwon.

NMoAAoi avBpwTrol TTou {ouVv HE AUTEG TIG KATAOTACEIG €ival TTaidId TTOU N
avaTmTudn Toug eTnpedadeTal cofapd KabBwg avalnTouv ouveXwg
£101KoUG NECA OTO OUCTNMA UYEiag yaxvovrag Hia didyvwon.

Mpodyouv Tnv eaypuUTIVNON TG00 TWV TTOAITWV 600 Kal
ETTAYYEAMATIWYV UYEING

Augavouv Tn mBavoeTnTa MIag £YKAIPNG KAl CWOTNG Sidyvwaong Kai
OpaoTIKAG OepaTtreiag OTTOU €ival d1aBETIMN.

Eival nAEKTPOVIKO CUCTNHA VIO AVATITUEN OONYIWYV , EKTTAIdEUONG KAl
AavTOAAQYHG YVWOEWV.

AigukoAUvouv peydAeg KAIVIKEG HEAETEG VIO TN BEATIWON OTN KATAVONON
TWV AoBEVEIWV KAl TV AVATITUSN @APHAKWY CUYKEVTPWVOVTAG Hid
MEYAAN degapevh atrd dedopéva acOevwy.



NMwg dpwe Ta Kévrpa Avagopdcg 8a BeATIWooOUV TIG {WEC
TwV EupwTtraiwy TToAITWYV;

Oepartreieg kal CUNPBOUAEG dlaBéoipeg otny E.E yia Tn
OUYKEKPIMEVN KATACTACN.

NpoéoBaon o€ TOAU peydAn EupwTtraikn de§apevi peE €101KOUG.
>900 povadeg vyeiag E.E
24 OgpaTika SikTUa AVaPOPAG.

Ta Aiktua Avagopdg diEukoAUvouv Tn TTpdéofaocn oTtn didyvwon ,
Bepartreia Kal TTPOCPEPOUV TTPOCITH, UYNANG TTOIOTNTAS KAl
OIKOVOMIKA CUM@PEPOUCA PPOVTIOA UYEIaG.



[Mo16¢ gival o pOAog 60wV gutTAéKovTal ota ERN

«  KivnTApieg SUVANEIG €ival OI TTAPOXOI UYEIAG KAl Ol UTTNPECIES
vyeiag o€ EBvikS etritredo.

« Mg EupwrTtraikf odnyia tou 2011 yia Ta SIKAIWHUATA TWV ACOEVWYV
oTn d1aouvopIaKn @POVTIdOa uyEiag dnuIoupynBnkKe éva TAaicio
yia ERN.

 HemTpoTr TPpOooPEPEl ETIOOTHOCEIS YIA TNV UTTOOTHPIEN TWV
ouvtovioTwV TwV ERN Kkal Trapéxel Tnv atrapaitnTn TEXVOAOYIKA
UTTOOTHPISN.



[Mol€g gival o1 TTPOCOETES EVEPYEIEG TTOU TTAIPVOVTAI VIO TNV
avaxaiTnon TwWV OTTaviwv Kal TTEPITTAOKWY VOONHATWYV;

« Ta ERN atroreAoUv HEPOG TNG EUPUTEPNGS OTPATNYIKIG VO KAVOUV
T €BVIKA KOl EUPWITTAIKA CUOTAMATA UYEIOG TTIO ETTAPKI,
TTPOCRACINA KAl EVEAIKTA.

 H gupwTtraikn emTpoTr fonddsl Ta KPATN MEAN SNHUIOUPYWVTAG
OeCAMEVEG YVWONG KAl EUTTEIPIAG, KATAYPAPES , DedOMEVA KAl
XpnuAaTodOTNON.

* YtmrooTnpifouv TNV £pguva Kal KAIVOTOMIO KAl XpnMaTodoTouV
TTPOYPAMHATA KOl KOIVEG OPACEIG.

« AivovTal KivnTpa OTOUG KATOOKEUNOTES VA AVATITUEOUV op@ava
PAapMOAKA.



EupwTtraika Aiktua Avag@opdas (ERN)

*  HAektpovikn uyeia:

e €€elOLlkeLEVN CUUBOUAN
— I *  Avamrtuén yvwong:
. HOSPITAL e avtaAAayn eumnelpiag Kot
-.1;?‘\ Eurnpean e€eldlkeuong, €peuva Kat
— oisV Reference  rawotomi
&
o Y. o Networks . Awaomopd yvwong:

L | || *  KAwwEG obnyleg,

Inavia Noonpata Eldikd ERN  povormartia tng
AcOeveig EOviko ZUotnua Yyeiag UYELOVOLLLKAC TtepiBaAding,
Hopdwon Kal ekmaidbevon

. Edwn BEPGHEiL‘_EQELGLKEUpE'Vﬂ vvdxaq—|




Moid gival n eAtTida yia To yEAAov Twv ERN

MpaypaTtikéG AUCEIG YIa TOUG XIAIADES aoBeveig e oTTAVIA
VOOTHATO , ATTO TN KAAUTEPN O10BECIMN EUTTEIPOYVWHOOUVN
oTnVv Eupwtrn yia pakpoBIOTEPO Kal UYIECTEPO TTPOCOOKIMO
gmpiwong.



EupwTtraiki odnyia Tou 2011 yia Ta SIKAIWHUATA TWV
aoBevwy oTn d100UVOPIAKK QPOVTION UYEIOg

Npooépel oTOUG aoBevEi§ atrolnuiwon yia KAtrola Bgpartreia
o€ aGAAo kpdaTog HEAOG TNG EE Kka

KaBi1oT1d eUKOAN TN TTpOoBaon o€ TTANPOPOPIES YIA TNV UYEIA Kal
ETO1 VA auAvVOoVTal OI OEPATTEUTIKEG ETTIAOYEG.

H odnyia autn 1o 2013 €yive vOpog ota KpdTn MEAN TnG EE

H nAekTpoVIKN uyeia Kal n S1aAEITOUPYIKOTNTA OTA £BVIKA
NAEKTPOVIKA OCUCTAMATA OIEUKOAUVE TNV avTaAAayrn Twv
TTANPOPOPIWV.

Ta rpwTta 24 ERN evepyoTtroilOnkav 1o 2017 pe tn Bondeia Twv
TTPOYPOAMHATWY vuyeiag TnG EE



Eupwtrn : 'Eva raykéopio( kaBoAikd) KEvTpo
EMTTEIPOYVWHOOUVNG.

 Ta EupwTtraika diktua avagopas (ERN) evepyotroilfnkav 1o
MapTio Tou 2017.

* Av Kal Ta dikTua €ival aKOuN VEA KAl KUPIOG OKOTTOG €ival n
BeAtiwon Tng {wRS TwV avBpwTTrwy TTOoU OUV OTNV EUupWwTrn e
OTTAvIES Kal TTOAUTTAOKEG a00EvVEIEG TTAPOUCIAlOUV Eva
TTAOYKOOMIO AVTIKTUTTO.

« Ta ERN 0a adlotroipoouv tn KaAuTepn d1€0vi) TTPAKTIKA 6TTOU
UTTAPXEI Kal Ba T dnUIoupynoouv OTTou OV UTTAPXEI



2UveEpYyaoia oTn TTPAgn
H TexvoAyia TG TTANPOQYOPIKNS KAl T NAEKTPOVIKA EpYyaAgia yia
TNV UYEia KaTéXouv TTOAUTINO pOAO OTN OCUVEPYATia.
E101K ) NAEKTPOVIKE TTAATQOPHA

O ouvToVIOTAG CUYKAAEI CUMBOUAIO E1I0IKWV XPNOIMOTTOIWVTAG
TA EPYAAEIA TNG TNAEIATPIKNAG YIA OVAOKOTTNON TOU TTEPICTATIKOU,
diayvwon kal Bepartreia.

To XapakKTnNPIOTKO auTtng TG di1adikaciag ivai n
OIaAEITOUPYIKOTNTA.

O1 EUTTEIPOYVWHOVEG TTOU £XOUV SAVAXEIPIOTEI MIO avaAoyn
TEPITITWOT VA CUMBOUAEUOUVV TOUG OCUVADEAPOUG TOUG EVW
TTapAAANnAa va {nTouv deUTEPN YVWHN a1Td AAAOUG £101KOUG.



EOVIKEG TTOAITIKEG VIO TIG OTTAVIES TTAONCEICS

Ta KpATN MEAN TNG EVUPWTTAIKAG EVWONG €ival UTTEVBUVA YIa TIG
£OVIKEG TTOAITIKEG UYEIOG KAI TN TTAPOXI) UTTNPECIWYV UYEIaG.

To 2009 10 EUPWTTAIKO CUMBOUAIO TWV UTTOUPYWV UYEIQG
£10NYNONKe o1 xwpeg MEAN va eykaBidpuoouv Kal va
EQapHOOoOUV OXEDIA KAl OTPATNYIKES TrEPi TO TEAOG TOU 2013 yIa
TNV UTTOOTAPIEN TWV aoBevWwY JE OTTAVIA VOO T)HATA.



Y1ro EVTa¢n OUVEPYATEC

Ta ERN otoxeuouv va Trapadwoouv auBevTiK TTpooleTn adia
YyvVwong o€ OAa Ta KPATN MEAN.

2ta0epd péEAN ERN

Mn pEAN -ZUPMPETOXNA ME TOV TTAPOXO UYEIOAG TTOU avayvwpileTal
ATTO TN XWPA TOUG OXETICOMEVOS N CUVEPYALOMEVOS ME TA EOVIKA
KEVTPO ENTTEIPOYVWHOOUVNG.

Anuioupyia EOviKoU ZuvTovioTIKoU KEVTPOU TTOU VO ATTOTEAEI
ouvdeouo pe Ta ERN.

Eviaio TAQiol0 yia TRV avayvwpeion Kal TNV EVOWNATWOoN auTou
TOU €idoug TwV KéEvTpwyv ota ERN.

Ta TTpwWTA KEVTPA ATTO HEPIKA KPATN MEAN £€BE0av uTTOWN@PIOTNTA
ePi To TEAOG TOU 2017



2TOXEUOVTOC OTN BEATIWON TNS EKBAONG TNG UYEIOG TWV
acfevwyv: O pOAOG TWV OYOVWOEWYV TWV aoBevwyv

Evepydg pOAOG TWV OPYAVWOEWYV TWV ACOEVWY OTNV AVATTTUSN
TwVv ERN Kail Tnv 1EpApXNonN TWV TTPOTEPAIOTATWYV

Evioxuon tng KAIVIKAG 1810ITEPOTNTAG KAI OIAPOPETIKOTNTAG
BeAtiwon tTng ékBaong Tng uysiag Twv aoclevwy

lo6TIUN TTPOORAOC O€ TTOIOTIKN @POVTIdA uyEiag o€ OAn TV
Eupwtrn



O@éAn atro Tta ERN

Emitaxuvon oTtig diadikacieg Tng diayvwong
Meiwon adidyvwoTwy Kal aTeEAWS d1ayVWONEVWY aoOevwv

AoBeveig pe otravia rabnon xwpeig d1a0éoiun Oepartreia,
ATTOTEAOUV 01 18101 MATPA YIA KAIVOTOMIEG.



Ti mioTeUoUV o1 acBeveig yia Ta ERN

MpaypaTtik eTidpaon oTi§ {WES TOUG XApn oTNV avTtaAAayni
EMTTEIPIOG KAl EEEIDIKEUONG

KaAUTtepn diaxegipnon TnG utTrTApXouoag Kal VEASG YVWO NG TTPOG
0PeAOG Kal BEATIWONG TNG TTOIOTNTAG (WK TWV



MAAIZIO YNOBOAHZ YNOWH®IOTHTAZ KAI A=ZIOAOIMHZHZ YNMOWYH®IOY
KENTPOY EMMNEIPOITNQMOX2YNHZ 'H EEEIAIKEYMENOY AIAINQ2TIKOY
EPTAZTHPIOY ZMANIQN KAI MOAYTNIAOKQN NOZHMATQN

YNOBOAH AlTHzHx

ZYMOONH FNQMH AIEYOYNTH
EKNPOZONOZ YNOWH®IOY KENTPOY
[EYNTOMIETHE SIEYEYNTHE/ ENETHMONIKA YTIEY SYNOE] TOMEA KAI AIEYOYNTH IATPIKHZ

MINOPELAND KOMNOY ME AAMH TMHMAH EPTATTHPD YNMHPEZIAZE

ErKPIZH ZKOMNIMOTHTAZ ANO

EMIETHMONIKO ZYMBOYAIOD

YNOWH®IO

1 BETIKH I NOMOAOTHEHE A EMKPIZH |

¥

YMOBOAH AITHEHZ KENTPO
YNOWH®IOTHTAZ EMMEIPOrNQMOEYNHEH £1O AOIKHTING
. . IYMBOYAIO TOY
(cOpdwva pe to Evtuno EZEIAIKEYMENO NOZOKOMEIOY
(DEK 2736/B/04.08.2017) AIATNQZETIKO EPTAZTHPIO
EIMANION KAI TOAYNAOKON
NOZHMATQN

APAZEIZ

(AZH MPOETOIMAZIAZ EMMAEKOMENOI e

TNQITOMOIHZH A/NTEZ YNHPEZIQN
ko AYT.TM.EA.NMOIO.EP.K.ZYN.EKI.

YNOWH®IOY KENTPOY XPONOAIATPAMMA
NMPOYNOAOMZIMOZ




MAAIZIO YNOBOAHZ YNOWH®IOTHTAZ KAI A=ZIOAOIMHZHZ YNMOWYH®IOY
KENTPOY EMMNEIPOITNQMOX2YNHZ 'H EEEIAIKEYMENOY AIAINQ2TIKOY
EPTAZTHPIOY ZMANIQN KAI MOAYTNIAOKQN NOZHMATQN

OMAAA AYTOA=IONOIH2zH

AIOIKHTIKEZ

MPAZEIZ A
1.OMAAA

AYTOAZIONOTHIHE
2.ENIZTHMONIKA AIOIKHTIKH

YTNEYOYNO KAI MPAZHIMA
ANAMNAHPQTH 1.KYPIA KAI

YTOWHDIOY 2.MOAYENIETHMONIKH

KENTPOY/ OMAAA
EPTAZITHPIOY

ZXEAIO:
1.AIAXEIPIZHEZ
MOIOTHTAZ
ANHAOTPADIA | 2 ASQANEIAZ ASOENON | SVTKENTPOSH STOIXEIQN
SYNEPTAZOMENA 3.AEITOYPMNKHZ (MAKEAOY

TMHMATA- ZYNEXEIAZ AYTOAZIONOTMHEHE (YAIKO

AIOIKHTIKH AIAAIKAZIEZ-ENTYNA TEKMHPIQZHE)

=i EAEMXOY-OAHTIEE




MAAIZIO YNOBOAHZ YNOWH®IOTHTAZ KAI A=ZIOAOIMHZHZ YNMOWYH®IOY
KENTPOY EMMNEIPOITNQMOX2YNHZ 'H EEEIAIKEYMENOY AIAINQ2TIKOY
EPTAZTHPIOY ZMANIQN KAI MOAYTNIAOKQN NOZHMATQN

YINOBOAH ®AKEAQOY YINOWH®IOTHTAX

1.A1Y-2.ANY EPTO:1)EAEMXOZ MAHPOTHTAZ AITHEHE,

EKAOZH AMO®MAIHE A.E. 3.A00Y-4.AT.Y- 5.ATEMNEZE 2) EAEFXOZ TEKAMHPIQEHE,
6.EKNPOZOMOE KENTPOY K 3) BAOMOAOTHEH METPON,
MEAHRENTFON 4) NAPATHPHEEIZ

‘f'I'IDE-ﬂ-".H DAKEACY YNOWHDIOTHTAE
YNOWHQ®IO < AITHIH
ENTYTIO AYTOA=IOADIHEIHE
KENTPO TEKMHPIOZH
ZTHN E©NIKH ENITPOMH EMMEIPOTNQMOZYNHEH
IMNANION NOZHMATQN ESEIAIKEYMENO
AIATNQETIKO EPTASTHPIO ITO EMIZTHMONIKO
IMANIQN KAI TOAYNAOKQN ) ZYMBOYAIO TOY

NOZHMATON NOZOKOMEIOY

ZTO YNOYP I'EID YFEIAZ
AIEYOYNZH ZTPATHIKOY
ZIXEAIAZMOY -

ZTHN OIKEIA ZTO AIOIKHTIKO ZYMBOYAIO TOY

TMHMA EPEYNAE KAI YrEIONOMIKH NEPIDEPEIA NOZOKOMEIDY

ANANTY=ZHZ




24 Eupwrtraika Aiktua Avagopds - ERN

ERN BOND

EupwTraiko AikTuo Ava@opdg yia TIC dIATAPAXEG TWV 00 TWV
ERN CRANIO

EupwTraiko AikTuo Ava@opdg yia TIC KPAVIOTTPOOWTTIKEG AVWMAAIES
Kl TIGC WTOPIVOAQPUYYIKEG DIATAPAXES

Endo-ERN

Eupwtraikd Aiktuo Ava@opdg yia TIG EVOOKPIVIKEC TTABNOEIC
ERN EpiCARE

EupwTraiko AikTuo Ava@opdg yia TIG ETTIANWIES

ERKNet

EupwTraiko AikTuo Ava@opdg yia TIC VEQPIKEG VOOOUG
ERN-RND

EupwTraiko AikTuo Ava@opdg yia TIC VEUPOAOYIKEG VOOOUG



24 Evupwtraika Aiktua Avagopds - ERN

7. ERN EURO-NMD
EupwTraiko Aiktuo Avag@opdg yia TIC VEUPOUUIKEG VOOOUG

8. ERN EYE
Eupwtraikd Aiktuo Ava@opdc yia TIG 0POAANIKEC VOOOUG

9. ERN GENTURIS
EupwTraiko Aiktuo Ava@opdg yia Ta oUVOPOHA KIVOUVOU YEVETIKWYV
oYKWV (

10. ERN GUARD-HEART
EupwTraiko Aiktuo Ava@opdg yia TIC KapdIaKES VOOOUG

11. ERN ITHACA
EupwTraiko Aiktuo Ava@opdg yia TIC OUYYEVEIC OUCTTAQCIEC KAl TN
OTTAvIa VONTIKI UaTEPNON

12. MetabERN
Eupwtraiké Aiktuo Ava@opdg yia TIC KANPOVOUIKES METABOAIKEC
OIATAPAXES



24 Eupwtraika Aiktua Avagopds - ERN

13. ERNICA
EupwTraiko AiKTuo ava@opdag yia TIC KANPOVOUIKEG KAl CUYYEVEIG
AVWHMAAIEG

14. ERN LUNG
EupwTraiko AikTuo Ava@opdg yia TIC AVATIVEUCTIKEG VOOOUG

15. ERN Skin
EupwTraiko AikTuo Ava@opdg yia TIC OEPUATIKES DIATAPAXEG

16. ERN EURACAN
EupwTraiko AikTuo Ava@opdg yia TOUG KOPKivOug eVNAIKWY
(oupTrayeic dykoug)

17. ERN EuroBloodNet
EupwTraiko AikTuo Ava@opdg yia TIC AlJATOAOYIKEC VOOOUG

18. ERN eUROGEN
Eupwtraikd Aiktuo Ava@opdg yia TiIG vOOOUG Kal TIC TTaBnoEIC TOU
OUPOYEVVNTIKOU CUCTHUATOG)



19.

20.

21.

22.

23.

24,

24 Eupwtraika Aiktua Avagopds - ERN

ERN PaedCan

EupwTtraikd Aiktuo Ava@opdc yia Tov TTaidIkO KapKivo (aiuaTtooykoAoyia)
ERN RARE-LIVER

EupwTraikd Aiktuo Ava@opdg yia TIG NTTATIKEG VOOOUG

ERN ReCONNET

EupwTraikd Aiktuo Ava@opdg yia TIG VOOOUG TOU OUVOETIKOU 1I0TOU Kal TOU
MUOOKEAETKOU GUOTANATOG

ERN RITA

Eupw1raiko AikTuo Ava@opdg yid TIG TTPWTOTTAOEIG VOO OAVETTAPKEIES
KOl TIG AUTOPAEYHOVWOEIG KAl OUTOAVOOEG VOO OUG

ERN TRANSPLANT-CHILD
EupwTraikd Aiktuo Ava@opdg yia TIGC HETAPOOXEUTEIC OTA TTAIOIA
VASCERN

EupwTraiko AikTuo Avagopag yia TIG GTIAVIEG TTOAUGUOTNHIKESG AYYEIOKEG
vOOOUG



European Network on Rare Primary Immunodeficiency,
AuToinflammatory and Autoimmune diseases

RITA

ONTIKH

KdfBe acOevig pe pia omravia MNpwtotradl AvoooaveETTAPKEIQ
AQUTOPAEYpHOVWON N auTtodvoon Olatapaxn MITOPEl va
atroAapfavel pia TTOIOTIK {wnR aveeApTnTa ATTO TNV
€60voTNTA N TOTTO KATOIKIAG.




RITA - ZKOINOI KAI ZTOXOI

To dikTuOo RITA €TTIOIWKEI TNV EVAPHUOVIOT TWV dIAYVWOTIKWYV KAl
OEPATTEUTIKWY KATEUBUVTNPIWY o00nyiwv Yyia O6Aoug TOUug
TTACXOVTEG, AVESAPTNTA EO0VOTNTAG I KATAYWYNS, ETTITUYXAVOVTOG
TN TPOOoRAOT OTIG OIAYVWOTIKEG ECETACEIC KAl BEpATTEIEG, OTTWG
ol BloAoyikég, Oegpartreia uUTTOKATAOTAONG ME Y-O@alpivn,
METOMOOXEUON OPXEYOVWYV HNTPIKWYV KUTTAPWYV KOl YOVIOIOKEG
Bepatreieg



RITA - A[TOZTOAH

Mapoxn TTEPIEKTIKAG @POVTidag o€ TTaIdId Kal EVAAIKEG HE OTTAVIEG
TTPWTOTTAOEIC AVOOOAVETTAPKEIES , AUTOPAEYMOVWOEIC KAl AUTOAVOOEG
dlarapayég.

ESaoc@dAion 100TIMNG TTPOOLRAONG KaBE aoBevoug og OANn TV EupwTrn
o€ UPnAouU ETITTEOOU EUTTEIPOYVWHOOUVN KOl GPOVTida

AVATITUSN AEIPOPWYV CUVEPYAOIWYV HE T EUpWwTTaika KEVTPO

BeAtiwon oTn didyvwon kai Ogpatreia Twv aoBevwV PE OTTAVIEG
OVOOOOVETTAPKEIEG , AUTOPAEYMOVWIEIG KAl AUTOAVOOESG OIATAPAXES

EKTraidguon HEAAOVTIKWY ETTIKEQAAARS O’ aUTO TOV TOMEX ,
gSaoc@alilovrag Tn BIWCIPOTNTA O Hia d1EBV TTPOOTITIKA

Mapoxn piag Baong yia Eépguva



2mravia Noonuarta

21raviol Avlpwrtrol — I101aiTepol AvOpwTrol
Ala@popeTikoi AvBpwTrol

Id1aiTepa TTPpOBARMOTA- ESATOMIKEUMEVES AUOEIG



AHMIOYPTIA ®IAIKQN KOINOTHTQN

2UHQ@IAiwon Tou TrePIBAAAOVTOS TOU aoBevoug peE TN
mTaonon

Atrodoxn aTtrod TNV I0TPIKN KolvoTnTa ™G
OIAPOPETIKOTNTAS KAl OXI TNG CTTAVIOTNTAG

To O1aPOPETIKO va gival TTPOKANON YIA KAOE eTTIOTAMOVA
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