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KQAIKOZ NMPA=HZ: TAEDR-0535850

Apdon «EpBAnHaTIkéG Spdoelg o€ SIAOEPATIKEG ETTIOTNHOVIKEG TTEPIOXEG ME €101KO
evOIaQEPOV VIO TNV OUVOEDT LE TOV TTAPAYWYIKO 10TO» ID 16618

EBviké OikTuo épeguvag yia TNV avadefn Tng yeverikng Bdong Twv
VEUPOEKQPUAIOTIKWV vOowv Alzheimer kai Parkinson, Tnv avixveuon agiomoTwy
BIOBEIKTWY KOl TRV OVATITUSN KOIVOTOUWYV UTTOAOYIOTIKWYV TEXVOAOYIWV Kal
0EPATTEUTIKWY OTPATNYIKWYV OTN Bdon TnG 1aTpIkAG akpifeiag (BRAIN PRECISION,
TAEDR-0535850)

TITAOX TAPAAOTEOQOY: Zupuopoworn pe Tov GDPR kal 1o Opootrovdiako
EvupwTraiké AtroBetiipio Novidiwparog-Paivotutrou (FEGA): Kivntpa yia
EpeguvnTtég oTIG BIOETIOTANEG

ENOTHTA EPrAZIAX 5: AvdarmrTugn vEwv UTTOAOYIOTIKWYV MOVTEAWYV Kal TEXVOAOYIWV yia TNV éyKaipn
SiIdyvwon Twv VEUPOEKPUAICTIKWY VOowv Alzheimer kai Parkinson kai Twv Tp6dpouwy HopPwV TOuG.

YNEYOYNOZ ®OPEAS: EKEBE “AAé§avBpoc DAEpIYK”

EAAGBa 2.0 EONIKO EXEAIO ANAKAMWHE KAI ANOEKTIKOTHTAZ
EpBAnpanikég dpaoceig o€ S1a0EHaTIKEG ENICTNHOVIKES NEPIOXEG HE EIBIKO EVIIQMEPOV YIA TNV CUVDEDT] HE TOV 1

napaywyiké 1016, ID 16618
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2uppopewon pe Tov GDPR kal To OpootTovoiakd EupwITaiko
AtroBeTnpio Novidiwuartoc-PaivoTutrou (FEGA): Kivntpa via
Epguvntéc oTic BIOETTIOTAUEC

Elcaywyn

Ol epeuvnTéC IOV epydlovtal pe avBpwITVES YOVISLWHATIKEG akoAouBieg kat pawvotuTikd 6edopéva, Staxelpiovral
opLlopéva amo Ta To evaiobnta SeSopéva otn Blolatpikn Epeuva.

YtdX0G TNG Ttapovoag evotntag eivol vo Tekunpuwoel tnv afia tou Opocomovdiakol Eupwraikol AmoBetriplou
Fovidiwpatog-Oawvotunou (Federated European Genome-phenome Archive — FEGA) wg kpilowng umoSopng ya tny
unteBUVN Slayxeiplon kat 5teBvr SLapolpacpd YoVISLWHATIKWY S£80UEVwY 0TO TTAQLOLO TOU £pyOu.

Oa ene€nynOei mwg o Mevikog Kavoviouog Npootaociog Aedopévwy (GDPR) emnpedlet to €pyo oag Kot twe to FEGA
npoodEpel pia Avon yia t Staxeipton dedopévwy Kat tn S1ebvr) cuvepyaoia, oe cuppdpdwon pe tov GDPR.

H aflomnoinon tou FEGA oto €pyo Brain Precision StacdalAilel OtL ta deSopéva TOU TOPAYOVTAL UITOPOUV val
SLOOLPACTOUV HE TNV TIOYKOOMLO EPEUVNTLKN KOWOTNTA XwPLg va mapaBLalovtol KOVOVIOTIKEG Kol NOLKES
QAT OELG.

Moarti ta avepwrniva yovistwpatika dsdopéva €xouv oiaitepn npootaoia pe tov GDPR

O GDPR, mou t€6nke og LoxV tov Mdto tou 2018, taflvopel ta yeVeTIKA Se50UEVa WE «ELSLKEG KATNYOPIES
Se80UEVWV TIPOCWTILKOU XAPAKTAPA» TIOU amoltouv auEnuévn npootacia. Auth n taflvopnon odeiletal oto otL:

e Ayotepeg and 100 tuxaieg LovovoukAeoTISIKEG tapadAayEg (Single Nucleotide Polymorphisms - SNPs)
opkoUV yLa vo tautonotnOei éva dtopo,

e Ta YoVISLwHATIKA Sedopéva amokaAUmtouv Anpodopieg OxtL LOVO yLa ToV GaLvOTUTIO TOU ATOUOU Al
KOLL YLOL TOUG GUYYEVELG TOU Kall TRV €BVOTLKI TOU Kataywyr),

®  TA YOVISLWHATIKA SeSopéva eVEXOUV ONUAVTIKOUG KvEUVoUG yla BepeAlwdn Sikalwpata kot eAeuBepieg
€av bev ylvel cwoth SlaxeipLor Toug.

H Baowkn dikatodotikn anaitnon: ApOpo 44

To ap6po 44 tou GDPR KaBLepwVeL Tn BepeAlwdn apxn OTL oL SLACUVOPLAKEG POEG KAl SLABLBACELS TTPOCWITIKWY
SedoEVWVY EMLTPEMOVTOL LOVO UTIO AUOTNPEG POUTTOBEDELG. AUTO onUaiveL OTL YOVISLWHATIKA SeSopéva tou
adopouv Eupwrnaioug MOALTEG TPEMEL va TApAEVOUV oTh Sikalodooia 0mouv cUAAEXONKaAv, EKTOC AV
UTTAPXOUV QUCTNPEC EYYUNOELG.

O Kavoviopog avadepel otL ot StapLBacelg mpemnet va dtaopahilouv otL «To eminedo npootaociag Twv Gpuoikwy
TMPOCWTTWY TIOU EYYUATAL 0 TtapwV Kavoviopog, Sgv UTTOVOUEVUETOLY.

l'la TOUG EPELUVNTEC AUTO SnULoupyel éva palvouevikd AAUTo TTPOPRANUA: WG EMtuy)avetat Stebvig ouvepyaoia
EVW TAUTOXPOVA T EVAioONTa SES0HEVA MAPAUEVOUV EVTOG TWV EBVIKWVY CUVOPWV;
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MNPOKTIKEG EMUMTWOELG LA TNV €PEUVA

H ouM\oyn yoviSltwpatikwy 6edopévwy amnd Eupwnailoug CUMUETEXOVTESG, AVTLLETWITI{EL APKETEG TIPOKANOELG:

1.

Evtomopog 6sdopévwy (Data Localization):

Ta MPWTOYEVH YOVISLWUATLKA apXeia pEmeL va aroBnkevovtal Kat vo urtoBaAlovtal o enefepyacia
£VTOC TNG €BVIkAC Sikatodoaoiac.

Neploplopoi Stacuvoprlakng Stapifaocnc:

H petadopa SeSopévwy anattei eite anddaon endpkelag tng Eupwnaikng Emtponng (apbpo 45 tou
GDPR) €ite Kat@AANAEG EyyuroeLg OMWG TUTIOTIOLNUEVECG ZUMPBATIKEG PrTpeg (SCCs).

AnautioeLg ouvaiveong:

OL CUMLUETEXOVTEC TIPETIEL VAL EVNLEPWVOVTAL PNTA YLA TOUG KvEUvoug S1eBvolg Slapolpaciol
Sedopévwy.

‘EAeyxoL npoofaong:

AmattoUvtal LoXupol HnXoVLIoUoL yLa Tov €AeyX0 ToU Ttolog £XEL TpooBacn ota SeSoUEVA KAl Yo TTOLOUG
okomoUg.

H AUon FEGA: OpooTovSLaKkn apXLTEKTOVLKN YL TIayKOoLa TpooBaon

Tueivaw to FEGA;

To Federated European Genome-phenome Archive (FEGA) avamtuxBnke el8ika yla va eTAUCEL To TPOPBANUA TNG
CUUHOpdwWONG He Tov GDPR emutpénovtag tautoxpova tn Slebvr) cuvepyacia oTnV yovISLWHATIKA £peEuva.

To FEGA elval éva katavepnpévo Siktuo eBvikwv anoBetnpiwv mou Statnpolv ta euaicOnTa YovISLWUATIKA
Sedopéva evtog eBVIKWY oUVOPWY VW KABLOTOUV Ta PeTadedopéva MPooBAciua mayKOoULwG.

Ermiokomnnon apxttektovikig FEGA

To FEGA AclToupyEl HECW KATAVEUNMEVNG APXLTEKTOVLKAG UE U0 KUPLA CUCTATIKA:

EOViIKOUG KOUPBOUG TToU amoBnkeUouv KpumtoypadnUEVA YOVISLWUATLKA apXeila evtog tng Sikatodooiag
TOUG.

KevTpIlKO KATAAOYO LETASESOUEVWV TIOU ETILTPETEL TAYKOOULA avalfjTNOoN O€ QUTA XWPLG OPWE TNV
£€kBeon eualobntou meplexopévou.

To obotnua XpnoLUomoLel To mpoTuTo Kpurtoypadnong CryptdGH, evw ta tunonotnpéva APIs emitpénouy
anPOOKOMTN SLOAELTOUPYIKOTNTA.

Nwg Aettoupyei to FEGA: tpia otadia

2tado 1: AcpaAng YroBoAn

Kpuntoypadnon svaicOntwv Sedopévwv pe xprion tou Crypt4GH
Metadoptwaon kpumtoypadpnUEVWY apxeiwv otov BVIKO KOpBo

Amnoboon povadikol Accession ID

EAAGBa 2.0 EONIKO EXEAIO ANAKAMWHE KAI ANOEKTIKOTHTAZ
EpBAnpanikég dpaoceig o€ S1a0EHaTIKEG ENICTNHOVIKES NEPIOXEG HE EIBIKO EVIIQMEPOV YIA TNV CUVDEDT] HE TOV 3

napaywyiko 1010, ID 16618
Kwdikog npagneg: TAEDR-0535850




Me T xpnuarodérnon
™¢ Evpwrraikig Evwong
NextGenerationEU

ENada 2.

e e EONIKO IXEAIO ANAKAMWHL
BRAINPRECISION KAI ANGEKTIKOTHTAL

2tad10 2: Evowpatwon MetadsSopévwv

e Ta apyelo mapapévouv atov €BVIKO KOUPBO

e Ta petadedopéva ocuyxpovilovtal pe To KEVIpLKO EGA kOpBo

e  OLEmtponég MNpooBaong Asdopévwy (DACS) €xouv Tov EAEYXO TWV SIKALWUATWY TPOoaong
Ztadéio 3: EAeyxopevn NMpooPaon

e OubLebveig epeuvntég avakalumtouv cUVoAa S€S0UEVWV LECW TOU TIAYKOOKLOU KATAAOYOU OTO KEVTPLKO
EGA képpo

e OLautnoelg npocBaong afloAoyouvtal amo tn oXeTKn €0vikr) DAC

o OLEeyKEKPLUEVOL EPEVVNTEG TTOU Bplokovtal eVviog TG BVIKN G Sikatodoaoiag pmopouv va Aappdavouy
kpurttoypadnuéva apyeia mou amokpumntoypadouvtal pévo pe katdAAnAn e¢ouvolodotnon

e H gykatdotaon evog eAeyxOpevou uTtoAoyLotikoU meptBaiiovtog (Afldmioto Epguvntiko MeptBaAiov -
Trusted Research Environment (TRE)) otoug kOpuBouc tou FEGA Ba emitpemnel o eykekplpévoug Slebveic
£PELVNTEG va €xouv pdoPaacn kal va avallouv ta suaiodnta Sedopéva € amooTdoews xwpic
SLacuVOopPLAKEG POEC SESOUEVWV.

Mpokettal SnAadn yla TV «au Tou §6paTogy yLo TV £pELVa, KABWE EMITPETEL TRV AvAAUGH XWPLG Ta
Sedopéva va xpelaotel va petakivnBolv Guaotkad, ekpndevilovTag £T0L TOUG VOULKOUG KvEUVoUG
SwaBipaong.

Tpéxouoa kataotaon tou Siktuou FEGA (2024-2025)

MéxpL to 2025 Asttoupyolv 9 eBvikoi koupBot (Joundia, NopBnyia, OwAavdia, loravia, MoAwvia, Mepuavia,
MNoptoyaAia, Kavadadg, EABetia) evw 5 akdun (FaAhia, EcOovia, Italia, EAAGSa, Toexia) eloépyovtal otn ¢don
wpipavong.

Od£An yLa tnv €peuvva
Andomnotnpévn cuppopdwon

To FEGA unootnpilet Tn ouppopdwon pe tov GDPR €€ oplopoU: ta Sedopéva dev eykatalelimouy noté tnv eBvikn
Sdwatodoota.

MayKOOoLLA OVIXVEUOLLOTNTA
MNapd Tov eVviomiopd Twv dedopévwy, Ta petadedopéva kKabiloTavtal maykoopiwg opatd.
Tunonownuévn untodoun

AvTi va XpELOOTEL VO TPOXWPNOETE OTNV OVATITUEN KATIOLOU VEOU TIPOCAPLOCHUEVOU CUOTAUATOG Slaxeiplong
S6edopévwy, pe to FEGA €xete TNV SuvatotnTa va XpnoLLOTOLE(TE £va SOKIUAOUEVO, AodaAEG Kal SLleBvwg
QVOYVWPLOUEVO GUCTNAL.

Makpoxpovia iatipnon

OL koupoL FEGA amoBnkelouv ta Sedopéva LovIUa e cuoThpata avilypadwv aodaleiag, e€acdalilovtag t
SLaTNPNOLUOTNTA KoL T(POoBACLUOTNTA TwV SES0UEVWY 0AG YLOL EPEUVNTIKOUG OKOTIOUG OTO HEAAOV.
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Tpéxovoa katactaon tou EAAnvikoU koppouv FEGA

O EAANVLKOG KOUPBOG FEGA, pe €8pa to EKEBE « AAEEavEpog DAEMLYK», £XEL OAOKANPWOEL LIE EMLTUXIA TO CUVOAO
TWV TEXVLKWY KAL KOWVOVLOTLKWY EVEPYELWV TIOU EUTTIITTOUV otV €uBUVN Tou. H urtodoun BplokeTal o KatdoTaon
A POUG EMLXELPNOLAKIG ETOLUOTNTAG, £XOVTAG UAOTIOLNOEL Ta €€ ¢ oTAdLA:

e Texviki Eykatdaotaon: Exel odokAnpwOei n eykatdotacn tou Local EGA kal emmA£0V TWV amapaitntwy
Stemadwv tou GDI Starter Kit.

e Asttoupyiki EmaAnBsuon: EmiteUxOnkav emituxeig SOKIUAOTIKEG LETADOPTWOELG SESOUEVWV KOl EAEYXOG
TWV MPWTOKOAWYV acdaleiag.

e Nopwn Zuppdpdwon: Exel oplotikomolnBel to vouikd mAaiolo Asttoupyiag Kat ot SLadkaoieg
SlakuBépvnonc Sedopévwv.

Aeukpivion oxetikd pe tn Stadikaocia Production: Mapd tnv mANpn etolpuoTnTa TNG EAANVLKAC TIAEUPAC, N
METAPBaON 08 KATAOTOON MAPAywYLKAG Aettoupylag (production) kat n teAkn enidelgn «end-to-end» cuvavtnoav
KaBuoTtepnoelg AOYw MOPATETAMEVWV TEXVIKWY TPOPRANUATWV OTLG KEVIPLKEG UTtOSOUEG (datacenter) mou
Slaxelpiletal to Center for Genomic Regulation (CRG) otov kevtplko koo FEGA.

Ta mpoBARUaTa AUTA, T OTola ATAV EEWYEVH KoL TEEPAL ATIO TOV EAEYXO0 TOU EAANVLKOU KOpBOU, £xouv MAEOV
erAUOEl 0ploTIKA artd ToV KEVTPLKO dopa. Q¢ ek TOUTOU, 0 EAANVIKOG KOUBOC Elval wpLUOG yla va eLo€ADeL dpeoa
otn daon ™G TeAKAC emideléng, n omoia Ba emitpéPeL TNV emionun £vapén tTng mapaywyLkng Asttoupyiag yla tnv
£€UTINPETNON TNG EPEUVNTIKAG KOLVOTNTAG.

PRV TL £ Lo Lo 1T E

Ot amattroelg tou GDPR yla tnv mpootacio yoviSIwHATIKWY SE80UEVWY, EVW aPXLKE TTOpoUoLAlovTay WG EUMOSLO,
péow tou FEGA petatpénovtal oe eukatpia yia tn Stebvr cuvepyaoia.

H TeXVLKN KALVOTOMLA KOL I OLOCTIOVSOTIOLNEV APXLTEKTOVLKN dlacdaAilouv OTL N EMLOTAOVLIKNA TTPG060G Kal n
WlwtikotnTa cupPasdifouv, kablotwvtag Tov EAANVIKO kopBo muAwva yla To péAoV TG UTELBUVNG £pEuvag OTLG
Bloemiotruec.

KaBwc to Siktuo emekteivetal e kOUBOUG eVTOG Kat KTOC Eupwrng, to FEGA avtutpoowmneVel To LEANOV TOU
uTeLBuVoU SLAUOLPOACHUOU YOVISLWHATIKWY SES0UEVWV.

o Toug epeuvnTEG, N £1¢ BABOC KaTAVONON Kal N AmoTeAsopatIKA aflomoinon auTr¢ TG UTIOSOUNG EVIOXVEL TN
S1EBV ETUOTNUOVIKA QVTAYWVLOTIKOTNTO KAL TN CUUUOPPWON HE TG KOVOVIOTLKEC QTIALTOELG YOVISLWUATIKAG
£peuvag.

la teplocotepeg mAnpodopieg

https://ega-archive.org/about/projects-and-funders/federated-ega/
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