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INEPIAHWH

H magovoa dimAwpatikn epyaoia éxel wg avtikeipevo v ITodtaon Kavoviouov
Yo tov Evpwmaikd Xweo Aedopévwv Yyelag kat eKOTeQa TOUG VEOUS KAVOVEG, TTov Oétel
OXETUKA HE TN DEVTEQOYEVT] XO1)0T) DeDOUEVWY LYElAS Yir okomovg épevvac. EEetalovtag
™V emEEon mov dvvatat va €xet o véog Kavoviouoc agevog otnv efEAEN g
ETUOTNMOVIKNG £0ELVAG KL APETEQOL OTA DIKALWUATA TWV A0OEVWV.

[Mapovodletal 1 wrtokn) axkQBelag wg To kKateEoXNV TAADELY A deLTEQOYEVOUS
XONONG HeYAAOL OYKOUL dedopévwy vyelac. Evw, yivetar avagood otmnv évvolax twv
dedOHEVWYV VYELAG KAL TWV YEVETIKWV dEDOUEVWYV, AVADELKVVOVTAG TI CUVTAYHATIK TOUG
dukotaon katl TEOOEALOVTAC TOV AVAYVWOT YIX TIG TQOKANTELS TOU EYXELONHATOS
dnuovEYiag evoc Pn@LakoL OLKOCLOTIHATOS VYELXG.

To devtego ke@aAaio epBadvvel oe CNTUATA WIWTIKOTNTAG, TTOL AVAKVTITOLV ATTO
™ devtegoyevn) xonon dedopévwyv vyelag, pe éupaon ota o g ovvatveons. Evw,
avadewvoetal 1 TEOBANUATIKY]) TNG LO0QEOTHAS HETAED QPEVOS TNG TIROOTACTIAG
WOLWTIKOTNTAG TOL aoOeVoUg KAl a@EeTEQOVL TNG TEOWHNONG TNG LATOLKTC €QEVVAC.

Zto tol1to Ke@AAQO YiveTal ULt KATAYQAPT) TOU EVQWTIAIKOU KAVOVIOTIKOU
nAawolov ¢ Pnelaknc vyelag, evtomiCoviag dlaxQovika Kevd kat maboyéveleg, Tig
omoteg @LAodoel va ertiAvoet 11 EE pe tn dnuuoveyia evog owkoovotuatog vyelag pe
oa@elc KaVOVES Kal KOWA TEOTLTIA DIAXKVPBEQVTOTG, OTIWS QAUTO TEQLYQAPETAL OTNV
ITootaon Kavoviouov yia tov Evpwnaikd Xweo Aedopévwv Yyelag.

To tétagro xepdAalo efetalovag 0 véo HOVTEAO dlakvBEQvnong dedopévawy
vyelag emuxeel va anmavmmoet katd moco 1 dnuoveyila evog Evpwmnaikov Xweov
Aedopévwv Yyelag pmopel va mooayet tn devteQoyevr) xonon dedopuévwv vyelag Xwols va
OtyovTal o DIKALWUATO TV VTIOKELUEVOV TV 0edOEVWV. Evw, mapdAANAa eTtiyetgeitat
Ml KQOLTIKY] €TOKOTINOTN TOL VEOL KAVOVIOTIKOU TAauolov devteQoyevolg xonong
dedopévawv vyelag, pe éppaon oe Cntuata BronOwnc.

AlQkéc eoUa TG maovoas HeAETNG elvar edv pe T dnuovEyia Tov
Evownaikov Xwoov Yyelag dievkoAvvetat n medoPaot ota dedopéva vyelag e okomo
TNV TTEO0D0 TNG £0ELVAC XWOIS EKTITWOELS 0TIV TEOOTACIX NG avOWTIVNG aElag Kt tng

WOLWTIKOTNTAG.



SUMMARY

This Master’s thesis is on the Proposal for a Regulation on the European Health Data Space
and in particular the new rules on the secondary use of health data for research purposes. It
explores the potential impact of this Regulation on the development of scientific research on

the one hand and on the rights of patients on the other hand.

The thesis highlights precision medicine as the most prominent example of secondary use of
health data. At the same time, the paper mentions the definition of health data and genetic
data, highlighting their constitutional dimension while drawing attention to the challenges of

establishing a digital health ecosystem.

The second chapter delves into privacy issues arising from the secondary use of health data,
with an emphasis on the scope of consent. It also highlights the challenges of balancing patient

privacy on the one hand and the fostering of medical research on the other.

The third chapter reviews the European regulatory framework of eHealth, identifying long-
standing loopholes and pathogens, which the EU aims to overcome by establishing a
healthcare ecosystem with common rules and governance standards, as outlined in the

Proposal for a Regulation on the European Health Data Space.

The fourth chapter analyses the new model of health data governance and attempts to answer
whether the creation of a European Health Data Space can promote the secondary use of
health data without compromising the rights of data subjects. At the same time, a critical
review of the new regulatory framework for secondary use of health data is attempted, with

a focus on bioethical issues.

A persistent question of this paper is if the establishment of the European Health Area will
improve access to health data in order to enhance research without undermining the

protection of human dignity and privacy.
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EIZATQI'H

Tnv tedevtaia dekaetio oL Yn@axég texvoAoyleg €xouv petaoXnUATIOEL TV
owovopia kat TV kowwvia, emneexloviag OAOUG TOL TOMES dQAOTNELOTATWY, e
TIEOEEAQXOVTA TOV TOHEX TNG VLYelaG. XTO ETUKEVTIQO AUTOV TOU HETATXNHUATIOUOV
Polokovtal ta dedopeva vyelag, ta omolar amoteAoVV évav amd TOUG TOAVTLHOTEQOVG
TtOEOVS TOL OVYXQOVOUL KOO0V, KaOwG Kol ONUAVTIKT) Tt Y1 aELOTTOMONG Kot TAOVUTOL Y
TOUG TAQOXOUG VLTNQECIV vyelag (VoonAevtikd Oovpata, dyvwoTtikd KEVTOQ,
POOUAKOBLOPNXAVIES), TA EQELVITIKA KEVTOA KAl TO kEATOS. Ewdikodtepa, 1 watokn
eTLOTAUN PacileTot OAO KAl TEQLOTOTEQO OTNV AVAALOT HEYAAWY CLVOAWV DEDOUEVWY e

okoTto 1 BeAtiowon g MEOANYMC, TS dXYVwoTg kat ¢ Oepamelac.

ATO TIg MAEOV AVATITVOOOHEVEG LATOLKES eBOdOVG, TTOL AELOTIOLOVV TIG PNPLAKES
TeXVOAOYleC pe OKOTMO TNV akQBE0TEQN dLXYVWOT] Kal Tio amoteAeouatikr) Oepareln
etvain it axoBeiag. H ixtowr) axoBeiag péow tg avaAvong dedopévwy vyelag kat
YEVETIKWV DeDOUEVWY O& HEYAAT KAlpaKa, avamtvooel eEaTopikevpéves Oepameles. H
avéavouevn mpooPaon oe TexvoAoyieg twv ITAnoogpoowwv kat g Emkowvwviag (TTIE)
EXELOVUBAAAELOTOV HETAOXTUATIOHNO TV VTINEECLWV VYELXG KAL TNV TTRO0DO TG LATOLKT]S
£pevvag, MaREXOVTaS PBeATIWHEVES dLVATOTNTEG O€ OPOVS ATIOONKELVOTC DEDOUEVWY, EVW
og oVVOLAOHO HE TNV LYNANG TaxVTNTAS LVTIOAOYLOTIKT) dUvan odnyel o €konén

TIAQAYWYT)S NAEKTOOVIKWV OEDOUEVWV.

Zoupwva pe v Emirgorn) tng EE kd0Oe devtepdAemto mapayetat 1eQdotiog 6YKog
dedopévwy vyelag, TaEEXOVTAC OTIC LTINEECLEG LYeloVOoUIkNG TteplbaAng kat otovg
€0eLVNTEG dLVITIKA TIOAUTIHEG TTANEOPOopiec. H emavayonopomnoinon twv dedopévwv
vyelag extipatat ot a&ilet mepimov 25 - 30 dioekatoppvol evEw etnoiws. O aOUog
avtog avapévetat va @Odaoel meplmov ta 50 dioekatoppvox péoa oe 10 xoovia. Evw,
oVppwva pe to Iaykoouio Owovouukd POQovp eKTIUATAL OTL 0 TIAYKOOULO eTimedo
puéxor to 2020, o topénag TNG LYELOVOULKIG TeQlOaAng €xel mapdlel 2,3 zettabytes
dedopévewv - dnAadn 2.300.000.000.000.000.000.000 bytes, mov oodvvapovv pe 2,3



toloekatoppvox DVD dedopévawvt. Xuverwe, dev amoteAel EkmANEN 0 Yeyovog Ot 1)
Evowmn kavel amopaolotikd Prjpata mEog T dnuovgyia evog Pn@Lomomuévon kot
OLXAELTOVQYIKOV OWKOOVOTHHATOS VLYelag, OmMws avtd maQovotdletal otnv mEdTAoT
Kavoviopot ywux tov EXAY. AAAwote, n dnuovgyia kavoviotikov mAaioiov, mov Oa
OUVHUPAAAEL OTNV AVEUTIODOTN DEVTEQOYEVI] XONON TwV dedopévwy vyelag, amoteAel
dLXQOVIKO AlTNHA TNG ETUOTNUOVIKTG KOLVOTNTAG KL aUTO eTTIXEWQEL O€ onuUavTikO Baduo

va emutvoxet o EXAY.

I'tvetat avtAnmto ot ot paydateg texvoAoykés efeAl&elg éxovv ovuPalel otov
AVATIQOOAVATOALOUO TNG TIXQOXNG VTNEECLWV VYElG KAl €0EVVAG, EMOQWVTIAS OTNV
ATIOOOTIKOTNTA KAL TN OUVAMIKY] TNG LATQIKI)G ETUOTIUNG, YEVVWVTAS, OUHWS, VEEC
ATIALTNOELS WG TIQOG TNV TMEOOTACIX TWV TIATI00QOQLWV TTOL APOEOVY 0TV Lyelax kabwg
KQL VEEC TIQOKANCELG O& OX£0N UE TNV TIROOPAOT KAL TNV KOWOXQNOlx NAEKTOOVIKWV

dedopévwv vyelag.

Ewducdteoa, n dlevouvon Twv XONOewV TwV TATQOPOQLWV OXETIKWVY HE TNV VYElR,
TIAQAYWYO TOL TEOTIOV LLE TOV OTIOL0 MAQEXOVTAL TTAEOV VTINEETLEG VYelag, avTioToLyel o
dtevpouvvomn Kol TOAAXTIAACIAOUO TWV TEOCWTIWV KL TWV POQEWV TIOL €XOLV TIEOCBAOT)
011G €V A0Yw TANEOPOELES.2 (OTO0O, 1) TTAQAYWYT] TEQATTIOL OYKOL dedOUéVWVY VYelag o€
oLVVOLAOUO UE TNV TTEOOPACT EVOS DLELEVHEVOL KUKAOL TTROOWTIWV oTa dedopéva avtd,
eyelpet avnovyxleg, mov oxetiCovtatr pe TNV mEooTacia NG WwTkNG Cwrg kol TNV
ao@aAelx Twv 0edopeévwv. O MEOBANUATIOUOS AVTOS KAUAKWVETAL OTAV OL TTATIQ0POQLEG

elvat eEapetika evalobnteg, OMwg elvat oL TANEOPOQLEG OXETIKES Ue TNV VYElx pag.

Tic véeg avtéc ovvOnkeg kaAeitat va avtipetwnioet 1) [Ipotaon Kavoviopov yx
tov EXAY, mov €xel wg 0tox0 va dlaopaAioel a@evog OTL Ta QUOLKA TIEOCWTIX £XOVV TOV
EAEYXO TWV OKWV TOUG MAEKTOOVIKWV OedOUEVWV VYEIRG, WOTE VA UTIOQOVV V&
emw@eAnOovV amod p A TEOIOVTIWY KAL VTINEECLWV VYEIRG KAl apeTéQOv OTL OL

£Q€LVVNTEG, OL POEE(C KatvoToplag, ot vtevOLVVOL XAEAENS TOALTIKNG Kal Ot QUOMLOTIKEG

1 World economic Forum (WEF), How to harness the power of health data to improve patient outcomes, Available
at: https://www.weforum.org/agenda/2024/01/how-to-harness-health-data-to-improve-patient-outcomes-wef24/

2 Mrtoov A., H mpootacia twv dedopévov vyeiag oe KaveAdormovAov M., TlavayomovAov @, BionOwotl
IMooPANpatiopot IV — Aedopéva Yyelag ko Tevetued Aedouéva, exdooeic Iamalnon, 2019, o. 54
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aQx€c Ba uToEOVV VA AELOTIOMOOLY 01O ETIAKQO T dXOEoLUa NAEKTQOVIKA DedOpEV

vyelac.

KOOGS TM¢ magovoag HeAétng etval va avadelfel Vv TEOPANUATIKY] TG
LO0QEOTUAG HETALD aeVOG TNG €VKOANG TEOTPAOTIC KAL TNG €MAVAXQNOIHOTIOMNoNG TV
dedopévwv vyelag (devTEQOYEVTG XOT)0T)) Yot OKOTIOUG LITOLKNG €0EVVAG KL KALVOTOUIOG
KL AQETEQOL TNG TIROOTATIAS WIWTIKOTNTAS TOL A0BeVoUS. M L0OQEOTIX TTOV ETUOLWKEL
va eTUITUXEL O EVEWTIALOG VOOOETNS 1O ATtd TOVG TEWTOVG KAVOVeEG Tov éDeoe pe TOV
Fevikd Kavoviouo Ilpootaoiag Aedopévwv Ilooowruwov Xagaxtioa (I'KIIA). To
eyxelonua avtd  petatoémetal oe ovVOeT) AOKNOT) OO0 eVTElVETAL KAl DELEVVETAL 1)
EPAQUOYN YNPLAKWY TEXVOAOYWWOV  OTOV TOHEXR TNG VLYelag, ONUIOLVQYWVTAS VEEG
TIQOOTITIKEG Yt TO HEAAOV TNG LATOIKNG AAAK KOl VEES TTOOKATIOELS Yot T DIKALWHUAT TWV

aoBevav.

H vplotapevn katdotaon anmoTumwVeTal e akQifela otnv eENG €MOTUAVOT) TG
Evownaixkng Emitpommc: «Emti 11¢ ovoiag, o touéac tnc vyeiac otnv EE eivar puev mAovotog
o¢ debouéva, adda dev katapépver va ta a&lOTOMOEL TTPOG OPEAOS TWV TOALTWV KL TNG
erotnunc». H magovoa peAétn emuxeel va e€etaoet eav 1 Ipotaon Kavoviopov v tov
EXAY Oa avatoéer avm) v Katdotaon, alpoviag to eumodx mov €0ete 1)
TIOAVTTAOKOTI)TA  TOV  TEONYOUHEVOL KAVOVIOTIKOU TAaLOIOL kat 1 amokAlon Twv

dLd Ik oLV TEOCPACNG O DEDOUEVA ATIO XWX T& XWOA.

Tn peAétn diatpexovv ta €£1)¢ epTpaTA:

- Tlowx etvarn toéxovoa katdoTaoT 00OV APOoEA T Vopobeoia kot T dakvBEQvnon
TV dedopévawv vyelag evtog g EE kat Tt avtiktumo €xet autd 0tov TeOTO pe ToV
omolo 1t dedopéva  vyelag  umogovv  va  xonoworombBovv  kat  va
ETIOAVAXENOLHOTONOOVV YIX OKOTIOUG £0EVVAG KAL KALVOTOUIAG;

- Avrtamokgivetal QUOHIOTIKA 0 €VWOLAKOG VOUOOETNG 0T VEX TOAYHATIKOTITA
TIOL €XOLV dNULOVEYT|OEL OL QA Ydateg TeXVOAOYIkES eEeALEeIS 0TO TOpéQ TNG LYElag
kat mwg pnoel n IMpotaon Kavoviopov yux tov Evpwnaikd Xweo Aedopévawv
Yyetlag Kavoviopd va emiAvoel ntrjpata ov oxetilovtat He TNV amQOoKOTTn Kol

OVYXOVWS aa@aAr mpooBaoTt) oe dedouéva vyelag;



- Tloteg etvat mpokANoelg Y Tt dikalwpata Twv acOevav amd tn dnpoveyia tov

Evownaikov Xweov Aedopévwv Yyelag ;

I. H AEIOIIOIHEH TQN AEAOMENQN YTEIAX TTA XKOIIOYX EPEYNAXL XTO
ITAAIZIO THX IATPIKHX AKPIBEIAX
1.1. H gu@avion kat oL TEOOTTIKEG AVATITUENG TNG LATOLKNG aKkQLBeiag Héow TG
Pnromoinone twv dedopévwv vyeiag

H évvowx g Yneraxrc vyelag avagégetatl ota egyadeia Kat Tig vnngeoieg vyeiag
TIOL XONOLUOTIOLOVV KOl EVOWHATWVOLV TIG TEXVOAOYIEG TTAQOPOQLWV KAL ETIKOLVWVIWV
(TTIIE) vywx 1 PeAtiwon e mEoAnNYmg, g dudyvwong, e Oepamelag, Tng
TaakoAovONONG Kat TG daxxelplong Oepdtwv mov oxetiCovtat pe Tnv vyeia. H daokwg
avéavouevn meooPaocn ot TexvoAoyteg twv ITAngogopiwv kat g Emkowvwviag (TTIE),
HEOW VLTOAOYLOTWYV, €EVTIVWV TNAEQPWVOWV Kal AAAWV QOONTWV OCULOKELWV TAQEXEL
BeATiwpéveg duvatotnTeg oe 0QOLG aToONKeLONC dedOUEVWY, EVW 08 CLVOLVAOCUO e TNV
vmAnc TaxvTNTag vmoAoylotikny dvvaun, Kabwe Kkal TNV TAEAdOCT) TATIP0POQLWV T€
TIOAY HATIKO XQOVO HETW TOL AdkTVOV, 00N Yel O€ €KQENEN Tt YWYT|S, aToOKeELOTC KAl

ATIOOTOATIC NAEKTQEOVIKWV dedOUEVWV.

Zanv katnyoeia g PneLakrg vyelag euminTel Kot 1) .xtQikT) akopelag (precision
medicine), pax avadvopevn mEooéyylon yix ) Oepamela kat EOANYTN acbevewdv mov
Aaupdavel voym v atopkn HeTaPAnTOTNTA 0T YOVidLx, TO TteQIBAAAOV KoL TOV TQOTIO
Caong yx k&Oe ATopO, TEOKEUEVOL Va avamttux0ovv teAtkd otoxevpéveg Oepameieg oL
elval amOTEAECUATIKOTEQES KAL ATPAAECTEQEG O OLYKEKQIUEVES TANOVOULAKES OPAdES
e OLYKEKQIUEVA XAQAKTNOLOTIKA. EdkoTega, AapBdvel voym: tn) yeveTikr) o0OTAOT) TOL
aTOHOL  (YEVETIKT) TAQAAAAKTIKOTNTA), TOUG TEQIBAAAOVTIKOUG TAXQAYOVTEG OTOVG
omtolovg extiOetar (A.X. emayyeApatkol kivdvvor Prounxavikol kot owlxkol QUTOL,
TIOLOTNTA VEQOU, KAIUA, VPOUETQO, ATHOOPALQLKT) QUTIAVOT), kKaOwS Kat Tov TeoTto Lwr|g Tov
atopov (A.x. dxtEo@r), PuLOKY) dokmnor, xonon ovowwv). H witowr akoPelac eltvat
ATIOTEAEOPA  TWV  EMITEVYMATWV TNG  PLOIATOIKNG  ETUOTNUNG, Me eKKlvnon tnv
XAQTOYQAPTOT) TWV MEWTWV YOVIOIWV Kal Tr oVOXETLOT) TOUG pe aoBéveleg ot dekaetio

wov 80, kat ot ovvéxewx pe TV 0AokANowon aAAnAovxiong tov avOowmivou



vovduwpatog to 2003 kot v aAANAoVX 10T TOAARTIA@Y avOQWTIVWYV YOVIOLWHATWY ATtd
HEYAAEG KOWVOTIQAELES ETUOTINHOVIKWY POQEWV, HE XAXQAKTNOLOTIKO Ttarpdderypa to 1,000

Genome Project mov Eexivnoe To 2008°.

[Tookettat Y pa véa néOodo 1aTtEIKT|G, 0TV oTola epapuoletal éva evEL AT
TEXVOAOYLWV, OTIWS VAL YOVIDLWHATIKY IXTOLKT) (genomics)?, 1) eKOVIKT) KAl eMALENUEVT)
rnioaypatikottag (VR/AR)S, kabdg kat ta QOUTOT ATV EQAQUOYWYV, TEXVOAOYLKOL
péBodot tov dvvavtat va cvpBaAovy otV amoteAeopatikoTeQN Oegameia kKot teptOaAn
evog aoBevr] pe yvopova T BoAoyucés kat megBaAloviikés mAngogopieg mov éxovv

ovykevTowOel Yix avtov.®

Baowo egyadeio Tng atokng akoBelag etvat 1 katnyoQlomoinon twv acOevwv oe
nANOuouakéc opddes, avaAddyws pe To TS avranokgivovtat oe pa Oepameia 1) pe to
eav mapovotdlovy avEnpéves mbavotnteg va meooPAnOovy and pa acbévewx 1 va
TIAQOLVOLACOVY  avemOUUNTEG evéQyeleg o . Oepameila, AapBavovrag vmoyn to
Yeyovog 0t acOevelg mov m&oyxovv ano v dx acBévela pmopel avriamokpivovtal ota
O paopaKa dPOPETIKA, AOYW TWV VTIOKEIUEVWV DAPOQWYV OTO YOVIdIWHA TOUG. XNV

ovola mepvape amnod v pEOodo «one size fits all»” Tng mapadoo kg KrTEKNG, TNV omoln

3 BwaAng T., MoAAdaxn B., Iatowr) akoPeiag: E@agpoyéc kot nBuc (ntjparta, ‘ExBeon EOvikng Emitporuig
BlonOuerig, 2019, 0. 4.,

AwxOéouo oe:

https://bioethics.gr/api/files/download/1442/REPORT Precision medicine GR FINAL.pdf?attachment=false

4+ H yovdiwpatue ixtouct eivat pia avaduopevn ixtoukr] HéBodog mov peAetd tnv oAokANowpévn akoAovBia
DNA evog atopov. H yvwon g yevetucic doung evog atopov pmogel va Bondnoet oty katavonon g
mEOdLA0EoNC Vi kATIOLEG YeveTikég aoDévele KoL va OVUPAAAEL 0T BeATIOTOTIOMOT TG KALVIKTS PQOVTIOAG
Héow dlaryvwoTiknc 1) OegamevtiKiic ANPne amopaoewyv, AAAX KaL 0NV IXTOLKT) akQiBelag.

5 Ot véeg KALVOTOUEG EQPAQHUOYEC ELKOVIKIG Kal emavénuévng moaypatiotntag (Virtual/Augmented
RealityVR/AR) pmogovv va onfroouvv Toug tartgovs Kot Toug XELQOVQYOUS VA EVIOXVOOULV TV KOVOTTX
dudyvwong, Bepamelag kat XeQOLEYIKNG eméuPBacns otovg aobeveic Tovg, divovtdg touvg Mo YOI YoEn Katl
aucQLPn) mEooPaon oe TANEoPopiec aoBevav Kat dedopéva oe TEAYATIKO XQOVO.

¢ TTapatnontioo Wneuakov Metaoxnuatiopot LEB | Wneuwcos Metaoxnuatiopos KAadov Yyeiag, oeA. 9 -
11, AtrOéorpo oe: https://www.sev.org.gr/wp-content/uploads/2023/09/2023 09 06 SR Digital Health.pdf

7 Francis Collins, The Language of Life: DNA and the Revolution in Personalized Medicine, Harper , 2011: We are
on the leading edge of a true revolution in medicine, one that promises to transform the traditional “one size fits all” approach
into a much more powerful strategy that considers each individual as unique ... Although the scientific details to back up these
broad claims are still evolving, the outline of a dramatic paradigm shift is coming into focus...[Y]ou have to be ready to embrace
this new world.

Available at:

https://www.researchgate.net/publication/270460820 The Language of Life DNA and the revolution in personalized
medicine Francis S Collins New York etc Harper 2011
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OAot ot aoOevelg pe TNV dx vooo AapBavouvv v dwx Oeparela, otnv xTokn axkpBelag
kat T péBodo g katnyoptomoinong acBevwv. Qotdoo, épav Twv véwv egyadeiwv TTIE
TIOL XQTOLUOTIOLEL 1) LXTOLKT] AKQLPBELAG, 1) TEOTEYYLOT) dev paitvetal va améxel amo avTh
tov Inmokpdtn, OMwe amotvTveTal otV €&NG ENON «... €lval ONUAVTIKOTEPO vV
yvwpiCovue ti eidovg avOpwroc maocxel amo kanowy acOévela, mapa va yvwpiCovue amno
niotx aoOévela maoxeL Kamolog avOpwmoc»S.

Zra TOAAXTIAG O@QEAT) TTOL UTTOQEL VOt ATIOPEQELT) EQAQILOYT] TNG LATOLKTG arkQLPBelag
OUYKATAAEYOVTAL Q) 1] KAAVTEQT KATAVOTOT) TOL UNXAVIOHOU DOV a0 eVELWV OTOV
&avOowmo, P) 1N AMOTEAETUATIKOTEQN TIQOANYT YeEVETIKWV aoOevelwy, Y) 1 €YKALQN
duxyvwon yevetkwv aoclevewwv, d) 1 kaAvteen AN IATOKWOV ATOPATEWY, €) 1)
oToxEVHEVT eTAoYT) OepaTtelac’.

MaAwota, to 2015 to XvpPovAo g Evownaikng Evwong odnuooievoe ta
OUUTIEQAOUATA TOV OXETIKA HE TNV WXTOWKN akQelag kat v emidoaot] g otovg
aoOeveic (2015/C 421/03), vrtootnoilovtag OTL MEOOEEQEL MOAVTIHA O@EAT Kkatl Ot O
TIOETEL VA DLEVKOALVOEL 1 EVOWUATWOT] TNG OTNV KALVIKI) TOAKTIKT). LTV Katevduvor
avt 1 Evpwnaikr) ‘Evwon péoa amd v ouKovopLkT) otneLen amo 1o €BOOH0 TOOYQaUA-
TAQIOI0 DQAOTNOLOTITWV €QEVVAG KAL TEXVOAOYIKIG avATTLENG, O1ébeoe Mavw amd 1€
OLOEKATOHHVQLO Vit TNV LTTIOOTNELEN TNG LATELKTG akQBeiag Y tnv mepiodo 2007-2013,
OTWG KAl péoa amd TO TQOYQAUHA-TIARIOIO Yt TNV €Qevva Kal TNV KolvOoTopio
«Optlovtag 2020».10

EmmAéov, 1 epaguoyn e axtokrc akopelac ovuPdAAel onpavtika otov

€£0000A0YIOHO TV TIOALTIKWV TG vYelac!!, kaOwg Tegropilet TNV MEAYHATOTTOMOT Hn)

$ Donna Dickinson, Me Medicine vs. We Medicine: Reclaiming Biotechnology for the Common Good, Columbia
University Press, May 2013,

Available at:

https://www.researchgate.net/publication/272997483 Me Medicine vs We Medicine Reclaiming Biotechnolog
y for the Common Good

? BwdAng T., MoAAdkn B., Iatowr] axoBeiac: Epaguoyéc kat nOucd (ntuata, ExOeon, EOvikr) Emtgon)
BronOuerig, 2019, AuxBéoipo oe:

https://bioethics.gr/api/files/download/1442/REPORT Precision medicine GR FINAL.pdf?attachment=false

10 Council conclusions on personalized medicine for patients, (2015/C, 421/03). Available at: https://eur-lex.
europa.eu/legal-content/EN/TXT/PDF/?uri=0J:C:2015:421: FULL&from=EN.

11 BA. TTodtaon Kavoviopot yu tov evgwmaikd, koo Xxweo dedopévav vyeing (Proposal for a Regulation of the
European Parliament and of the Council on the European Health Data Space, COM(2022) 197 final, abbreviated as
'European Health Data Space') oeA. 18, oxetikd pe Tnv e€otkovounon moQwy amd Tnv YPn@Lomoinomn g vyeiag:
«XTov Topéa TNG MPwTOYEVODS XpHonc Twv Oedouévav vyelac, ot acOeveic kar oL TAPOXOL VYELOVOULKNAG
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aVaYKalWV Dy VWOTIKWOV EEETATEWV KAL TNV ETUAOYN avamoTeAeouatikwy Oegamewy,
He amoTéAeoa T HelwoT) TNG LITQOPAQUAKEVTIKTG damtavns. M aduetog wiaiteong
onuaoiag, eav AafBel kavels VTTOYT TEOTPATES OLKOVOULIKES HEAETEG TIOV EKTIHOVV OTL 1)
TIYKOO UL DATIAVT) OTOV KAGDO Lvyelag extipatol 0t O avénBel katd 4,2% etnoilwg Adyw
TV AVENUEVOV avayKwV Kot KOOToug Twv Bepamewwv, and $7,1 toto. to 2015 oe $8,7 toL0.
o 2020. Evw, n maykOoULt QAOUAKEVTIKY) damdvn avapévetat va avéndel pe etoto
oLOUOS ~5% amod to 2017 péxot to 2021, vVTTEPdITAATIO ATO TO ETNOLO ~2% TIOL MTAPOLOIATE
petalV 2011 ko 2016. 12

Amo Toug €OWKOVG 0TO XWEO TG LYElag, 1 atEkt] akpPelag Oewoeltal wg
KEVTOKOG TILAWVAG OTNV TIEOOTIADELX TOV €KOVYXQOVIOHOU KAl HETAOXTUATIOUOV TNG
TAQOXNS vYelovopkrg eptbaAns. Kabwe, néow g nedddov ovoXeTIoHoD YEVETIKWOV
TIATIQ0QOQLOV, 1) LXTOLKT] akQLBelag UTopel var odnyroel oe PabiTeEn Katavonon Tng
EKAOTOTE VOOOU, O& TIO aKQIBES dAYVWOEelS KAl WS &K TOUTOU, 0€ TUO akQUBelg

Oeoamevticég mageuPaoels.

' tovg okOTOUG NG ATEIKTG aKkQBeiag amatteitat 1) emefepyaoia mowiAwy,
0edOHEVWY VYEIRG, TTROEQXOUEVWY ATIO TIOAAEC KAl DIAXPOQETIKES TNYES, OTWG elval -
HeTa &V AAAWV- 0 NAEKTEOVIKOG PAKEAOG LYELAG, KALVIKES OTUELOELS, DEDOUEVA LATOLKT|G
ATEWKOVIONG, BoAoywkd kol yovwwHatika dedopéva (-omics data). Etol, yivetat
AVTIANTITO OTL TA DEDOHEVA VYIS TTIOL TAQAYOVTAL O€ DLAPOQA TTAQLTLAL €XOUV OTJUAVTIKT)
HaKQOTIQO0 oM Kot TOAVTIAELET XONOIUOTNTA, TIOAD TTEQO ATIO TI) CLYKEKQUUEVT] KALVIKT),
OLYVWOTIKN 1] €QEVLVNTIKT] XOT|OT] Yl TNV oTtolax CLAAEXONKAV agxika. I'ia to Adyo avto

aToTeAel DLAXQOVIKO ALTNHUA TNG ETUOTIUOVIKTG KOLVOTNTAS 1) SLVATOTNTA DEVTEQOYEVOUS

niepiOaAync Oa amoxouioovv opéAn vipove mepinov 1,4 61o. EUR «at 4,0 6to. EUR mov Oa mpokvpovy ano tnv
efotkovounon mopwy 0ToV Touér Ty VTINPectay vyeiag, kabws n tnAeiatpikn Oa Y pnoLpoToLELTAL TTEPLOTOTEPO
Kat ot avtaddayéc dedouévwv vyeiag Oa eivar amodoTIKOTEPES, HeTal AAAwY kat o€ dlaovvopLako eminedo.
X1ov Topéa TG SevTEPOY EVODGS X PNoNG TwV OO0 UEVWY VY ELAC, OL EPEVYNTES KL OL POPELC KAIVOTOWIAG OTOV TOUER
NG YneLaknc vyeiac, Twv aTPoTEXVOAOYIKWY TIPOLOVTWY Kal TwV papudkwv Oa éxovy opéAn dvw tawv 3,4 dio.
EUR xapn otnv anodotikotepn devtepoyevn xpnon twv oedopévay vyeiac. Ot acOeveic kat 1 vyeLOvouLKn
nepiOadyn Oa enwpeAnBovv arnd efotkovounon 0,3 kar 0,9 6to. EUR xapn otny mpdofacn o€ TO KavoToua
latpLkd mpoiovta kat ot feAtiowon tne Anpnc anopaoewy. H eviatikotepn xpron mpayuatikwv oToLxelwy ot
Xapaén moAitiknic yia v vyeia Oa anopéper tpooOetn eotkovounon nopwy, n oroia extipdtal o€ 0,8 61o. EUR,
Yl Tovs vtevOVVOVE XApaéne MOALTIKAG Kal TIGC prOULOTIKES ApXECH.

2 Tlagatnontowo Wneuwcod Metaoxnuatiopod LEB | Wneuxoe Metaoxnuatiopos KAadov Yyeiag,
Iavovapiog 2020, oeA. 13,

AwxOéopo oe: https://www.sev.org.gr/wp-content/uploads/2023/09/2023 09 06 SR Digital Health.pdf
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xonong dedopévwv vyelag HEow EVOS KAVOVIOTIKOU TAXLO{OV TIOL TTQOAYEL TNV £QEVVA Kol

TNV KavoTtopio Xwolg va 0€tel aoVUETOOVG TTEQLOQLOUOVG.

Zanv 0001 «HeTAPEAOT)» TNG MAQATIAV® £TEQOYEVOUS Kat oUVOeTnS TtAN00poQiag
0& P KAWVIKA KATavonT HoE@T), OUUPBAAAEL 1 emioTtun NG PLOTTAN00QOQIKNG!S, pe tnv
AVATITUEN AOYLOULKOU KAL EQAQUOYWYV, PATEWV YEVETIKWV OeDOUEVWV KAL KALVOTOUWV

TEOTWV ATIOONKEVOTC TNG YEVETIKNG TTANQOPOQIAG.

1.2 H aflomoinon twv peydAwv dedopévwv vyelag aocBevwv kal vylwv
MQOCWNWYV YLK TNV mMEowOnon tov Vvéou MEOTUMOL TNG LATEIKNG
TEXVOEMLOTIUNG
H ovAdoyn kat 1 eme€epyaoian TANQEOPOQLWV TOL AVAPEQOVTAL OTNV LYElX TOv

TIQOOWTIOV &lval €YYeVESG OTOLXE(O TNG AOKNOTG TNG LATOKTG AAAL KAL YEVIKOTEQX TNG

TIAQOXNG LVTNEETWV LvYetac. H eméktaon e epaguoyrns véwv TeXVOAOYLDV KAl OToV

KAGDO TV VTINEECLWV LYelag €xel wg emakOAoLOOo TN paydata avENoT Tov OYKOL TWV

Ynerakwv dedopévwy LYELag Kol TIG VEEG dDLVATOTNTEG ETEEEQYATIAS KAL AVAAVOTIG TOUG.

Ewuoteoa, ol teAevtaleg efeAifelg 0to xwEo g vyelag, 1 dwxdedopévn xonon g

AVAALOTC TV 0EDOUEVWVY Yt OKOTIOUG LATOLKTG akQelag éXouv we amotéAeopa v

avEAVOUEVT] XONOLHOTNTA TWV TIEOOWTIKWV dedopévwy vyelag mov Aaupdvoviar amo

ao0evelc, OVUUETEXOVTEG O& PLOIATOIKESG £0EVVES KAL AAAX ATopa OV VOPAAAOVTAL O€
xtowct] a&loAoynon. Evw, wwitepo evdiagpépov magovotalel To YeYovog OTL 1) LiTOLKY
axpPelag dev meploplletatl Hovo oty emelepyaoia dedopévwv vyeiag aoevadv aAAa
a&omotel kat Oewpel eEloov onuavTikd Ta dedopéva LYELRS KL TwV LYWV aTOpwV. Méoa
aTtd ) oUYKQLOT) dedopévwy aoOevVv Kol LYWV TEOCWTIWV UTtoRel va eEaxBovv XxoToua
OUUTIEQAOUATA OXETIKA e TO Toleg ovvOnkeg 1) petaAdalelc oxetiCovtar pe

OUYKEKQIHEVEG oD EveLea.

1B H petapoaotikt) PLOTANQ0QOQIKT), évag TOHENS TIOU TIQOEKULPE UETA TNV TOWTN XAQTOYQA(PNOT) TOL
avOQWTLVOL YOVIOLWUATOS, ETIKEVIQWVETAL 0TI YEPUEWOT TG HOQLKNG BloAoyiag, Tne PLOOTATIOTIKNS KAl
TNG OTATIOTIKTG YEVETIKTG He TNV KAV TANe0o@ogkr). O ovykekQuuévog Topéag eEeAlooeTal e Y1 yoQoug
QLOHOUG KAl Elval ONUAVTIKOC YIX TO OXEDAOUO TNG ATOUKNS akQtBelag oto péAAov.
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Ao ta avwtéow Yivetar avuAnmtd OTL Ta mMEoowTikd dedouéva vyelag
OVAAEYOVTaL TIAEOV CLOTNUATIKA ATIO TA ATOHA O& €va €VEV PACHA LATOKWVY KAl
EQELVNTIKWV  TEQPAAAOVTIWV KAl avaAvovtal HE OAOKANQWHEVO TEOTIO YlX TNV
eTUTAYLVOT] TG Plotatokng épevvag, kabwg kat ywx t PeAticoon g mEoAnYng, g
dudyvwong kat g eEaTopkeVEEVNS Oepameing aoOevewwv, omwg etvat 1 nébodog tng
xtowng axoBeing. ITepattéow, Adyw twv taxéwv efeAtfewv otig PlotexvoAoyleg, ta
efapetikx MOAVTAOKA PBlotatokd dedopéva kabiotaviat dbéolua oe TEQATTIOUG
OYKOUG.

Ta dedopéva mov avaAvovtat 0to TAALOI0 TNG ITEIKNG akQLPElaG eUTITITOVY 0TV
katnyopla «Big Data», dnAadr) mookeltat yix teQdoTio O0YKO deDOUEVWVY 0 OTOLOG HE TIG
TAEADOCLKEG VTOAOYLOTIKEG HEDODOVS KL TEXVIKES elvat oxedOV adLVaTo va avaAvOetl

KatLva eEax0ovv ao@aAn CUUTEQATHUATA.

H mowtn andmepa evvoloAoykrg meooéyylong twv Big Data avrjket otov Francis X.
Diebold, o omoiog to 2000 avagépovtav ota Big Data wg «€ikonén tng moootntag (kat
HEQUKES (POQEG, TNG TOLOTNTAGC) TV OXOE0IUWY KAL DUVITIKA OXETILOMEVWV DEDOEVWV».
Opwg, o emkpatéotepog 0plopods twv Big Data amodidetar otov Douglas Laney, o omolog
TIAQATNENOE OTL T (LEYAAN) DEDOUEVA AVEAVOVTAV OE€ TOELG DLAXPOQETIKES DIAOTATELG: TOV
oyko (6ykog twv dedopévwv), TNV TaxvmnTa (taxvtnta dnuioveyilag dedopévawv,
O0AOKANEWOT, KOV XONON kol emefeQyaoia) Kat v MOl (eTeQoyévelar TUTWV
dedopévwv kat Twv Tnywv) Evw, to 2012, o Gartner emukaipomoinoe tov oplopud twv Big
Data wg e&nc: «Ta peydAa dedopéva  elvar otoxela mAngogopiag pe  vinAn
TEEQLEKTIKOTNTA O€ OYKO, He HeYAAN TaxVTnTa ka/ 1) MOKIALX oL amatovy véeg LOQPES
emeepyaoiag Y va emtoépouvv n ANYPn amo@aoewy, TNV aVaKAALVYPN YVOOEWV KoL TN
BeATioTomonom Twv dadikaowvy». LUVETIWS, LOVO 0 0YKOG (Vvolume) twv dedouévwv, Tov
AVAQPEQETAL OTNV TIOCOTNTA TWV TAQAYOUEVWV KAl ATOONKeVUEVWY dedOUEVWY, dev

ETIOAQKEL YIX VA XAQAKTNOLOTOVV WG «UeYAAx dedopévor. AvTO evioxVeTal KL o Tov

14 AeoPévng K., Xpron Big Data otov touéa tnc Yyeiac, Metantuxiakr) AimAwpatikt) Eoyaoia, Iavemotpo
ITewoacds, 2019, 0. 14 -15, AtrBéotpo oe:
https://dione.lib.unipi.gr/xmlui/bitstream/handle/unipi/12573/DERVENIS 16006..pdf?sequence=1&isAllowed=y
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. , . 15 o ; .
0QLOUO TV OV Vs, mov avémtuée o Doug Laney,!® ovppwva e twv omolov ta «peyAa

dedopévar mégav Tov OYkov (volume) TQEETEL VA OLYKEVIQWVOULV Kat Tt €&Ng

XAQAKTNQLOTIKA:

Taxvtnta (velocity): H taxvtta avagégetat oty taxdtta magaywyns Twv

dedOEVY KAL TNV TaXUTNTA DX EIQLOTG TWV AXDLAKOTIWV OEDOUEVWV.

IMowiAia (variety): Ta dxOéopa dedopéva mapovolalovv pHeYAAT oI OHOQ@ia
KQL ETEQOYEVELX, KUOIWG €EALTIAG TWV OLAPOQETIKWV KAL XVTIKQOVOEVWY TINYWV
attd tig onoteg oLVAAEyovTaL I'ivetat avtANTTod OTL 1) €TEQOYEVELX KAL ) TTOKIA L
TV dedopévwy elval amotéAeoua ¢ oUVOEONG TOV TOKIAOL QACUATOS TWV
duBéopuwv mnywv Protatokwv dedopuévwv. Ot mnyéc twv dedopévav pmogel va
elval elte MOOOTIKES (TT.X. EKOVES, CLOTOLX(EG YOVIOIWYV, EQYXOTNOLAKES £EETAOELS)
elte MOLOTIKEG (TT.X. ONUOYQAPIKA OTOLXElon).

To dedopéva, avadoya e Tn) HOE@T) TOLG KATIYOQLOTIOLOUVTAL 08 dOUNUEVA, THL-
dounuéva kot pn dounueva. Ta dopnuéva, etvat exetva ta dedopéva twv omolwv N
aroOnkevorn, avdAvorn kat aflomoinor] Tovg pe TN XONON VLTOAOYLOTUKOU
OLOTNHATOS elval eUKOAT, OTWG elval T AQLOUNTIKA DEDOUEVA, OL TTAQADOTLOKEG
Baoelg dedopévawv kat ot TANeopooteg amo erxepnoelc. Ev avtibéoel, pe ta npt -
dounpéva dedopéva kattol dix@etovv £va eldog dourg, avt MaQeKKAVEL amo TIg
eTlOTEG DOUES TWV VPLOTAUEVWYV HOVTEAWV dlory elpLong dedOHEVWY KL CUVETIWG
N a&lomoinor] Tovg elvatl o dVOKOATN. LTO XWEO TNG vYelag wg pn dopnpéva
dedopéva Oewpovvtat: ATEKol PAKeAOL, aQXelx ELTAYWYWV Kol VOOOKOUELXKK
eELTNOLX, AKTIVOYQAQPLES, HAYVNTIKES TOHOYQA@PLEG, alOVIKEG TOMOYQAples Kal
amoteAéopata and dAAeg amekoviotikés doxipaoies. Evw, wg pn dopnuéva
voovvtat ta dedopéva eAevBegov kewévov, TOL dev dBETovv  KATOLOV
OUYKEKQIHEVO Oxedxop0 Kat ouvvnOws TeQUAaUPAVOUY NAEKTQOVIKA LATOUKA

apxela, XelROYQAPES ONUELWOELS, YOAPT|UATA, LETOTOELS PUOLOAOYIKWV ONHEiwY,

15 Javier Andreu-Perez et al., Big Data for Health, IEEE Journal of biomedical and Health Informatics, vol. 19, 2015,
p. 2, Available at:  https://ieeexplore.ieee.org/stamp/stamp.jsp?tp=&arnumber=7154395
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DedOopéVa TNG LYelx TIOL TEOEEPXOVTAL ATIO TA HETK KOLWVWVIKTG dIKTVUWOTG KL Ta

éEvmva tNAépava.te

ZT0Ug MAQATIAV®W O0QLOMOUG TROOTEONKE évar akOun OTolxelo TOL TEEMEL VX
OUYKEVTQWVOLV Ta «HeYAA dedopévar, avtod tng adlomiatiag (Veracity) twv dedopévwy,
Not v 0000t Ta ka TNV akPeta twv dedopévwy. TTodkeltat yix ototxelo mov elvat
ATIAEALTNTO VA CLYKEVTOWVOLV T dedOUEVA LY ELAS WOTE 1) AVAALOT] TOUG VA KATAANYEL
o0& aKQIPBEIS KAl A0PAAEIS DAY VWOELS, WOTOOO dEV elval TAvVToTe EUKOAO, KLEIWS AdYwW TG
ETEQOYEVELAS TOLG.

Eva), éxet e€etaotel kL o mapdyovtag e petapAntotntag (Variability) rjtot otng
OUVETIELAG TWV OEDOUEVWYV HE TNV TTAQOOO TOL XO0Vov. TéAog, cvupwva pe AAAN épevval?
WG ONUAVTIKO OTOLXEI0 TV «UeYAAWY dedopévwv» avadetkvoetal 1) a&ia (Value), ot
HéBodoc efaywyns MOAVTIUWY TATIQOQOQLOV ATtO TEQAOTIX CUVOAX OEDOUEVWYV, TOL
ouvnBwe avagépetal we Big Data Analytics (AvaAvtikr) MeydAwv Aedopévawv).

ATO TOUG TIAPATIAV® OQLOMOVG TIQOKVTITEL OTL TA «HEYAAQ dedOUévar» TTOV XWEO
NG VYelag KAl DKOTEQR OTNV LATOKN] AKQOLBEIG TUYKEVTOWVOLY OAQ TA TIAQATIAVQW
XAQAKTNQLOTIKA Kat 1) dlaxelpon) tovg amoteAel pelCov {nua 0xt povo Adyw Tov
TEQAOTIOL OYKOL TOUG, AAAK Kol AOYw NG MOKIAOTNTAG TV deDOUEVWV KoL ETTOUEVWGS TG
TaxvTnTag duyelplong tovg.

Ewwotepa, otov topéa NG vyelag ovoowevetal €vag amilotevtog OYKOg
DeDOHEVWV ATIO TA  LXTOIKA QX el TIC AKTIVOAOYIKES ATIEIKOVIOELS, T ATIOTEAETUATA
OLAXPOQWYV KAWVIKWOV OOKIUWY, TS YOVOLWHATIKES (genomics) akoAovOieg avOowmivwy
YeveTkwV Kol TANOLVOULKWVY 0eDOUEVWV. Le AUTA TIEOOTIOEVTAL KAL OL VEOTEQES HOQPES
0edOéVWY  HeYAANG KAlpaKkag, OMwg €Qevveg TOL YOVIDLWUATOS Kol [BLOHETOUCES
petonoes. IlagaAAnAa, ta dedopéva vyelag TOL OCLYKEVTIQWVOVTIAL OTIS [PAOELS
0EdOHEVWYV YL TOUG OKOTIOUG TNG LATOLKTG akQLPBElG, TTIQOEQXOVTAL ATIO ETEQOYEVEIS T YEC

He amotéAeoua va elval meQloglopéva ta dedopéva, ta omola HTToQovV va daxPactovy,

16 T. Sarwar et al., The Secondary Use of Electronic Health Records for Data Mining: Data Characteristics and
Challenges, ACM Computing Surveys, Vol. 55, Article 33, 2022, p. 4 -7,

Available at:  https://dl.acm.org/doi/pdf/10.1145/3490234

17 Manyika et al. Big Data: The Next Frontier for Innovation, Competition, and Productivity. McKinsey Global
Institute. 2011,

Auvailable at:
https://www.mckinsey.com/~/media/mckinsey/business%20functions/mckinsey%?20digital/our%20insights/big%
20data%?20the%20next%?20frontier%20for%20innovation/mgi big data full report.pdf
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va amoOnkevTovy kal va ogyavwBovv, £Tol wote va UToQoLV va vmoPAndovv oe
emeeoyacia amd LVMOAOYLOTIKA OULOTHUATA KAl V&  avaAvBovv Y  XQNOLES
niAnoogoptec. Evaw, (mnua avaximtel KAt pe Vv akQ(Pela kat TNV €yKLQOTNTA TV
dedopévwv avTav, kabwg ta dedopéva LYelag OLXVA TIROEQXOVTAL ATIO AYVWOTES TINYEG,
N eyKkvEOTNTA TwV omolwv dev umogel mavtote va emiPePawwdet. H alomotio €xet
Bapvvovoa onuacto yix ta peyaAa dedopéva, kabws, yix mMagAdelyUa, ot TTIQOOWTIKA
apxela vyelag pmogel va  meQLEXOLV  TLMOYPAPIKA A&OT, ovvTopoyEagles Kat
KQUTITOYQaPNUéveS onuewwoels. Ot tuxateg petpnoelc pmopel va AapBavovrat oe
Atydtepo allomiota, un eAeyxopeva meQPAAAovTa oe oUYKQLON e T KAWVIK& dedouéva,

T OTtolot CVAAEYOVTAL ATIO EKTIALOEVLEVOVG ETIAYYEAUATLEG.

H memepaopévn avotnta tov avOownov va emefepyaletal ta 0edopEvVa avtd
odnynoe otnv epaguoyn twv Big Data Analytics (AvaAvtikr] twv MeydAwv Aedopévawv)
OTOV TOMEX TG VYEIRG, TIQOKEIHEVOL VA VTTEQKEQAOTOUV T avwTéw Cntipata (A.X.
etegoyévela Twv dedouévwy, a&loTotia) pe tn xenon aAyopiOuwv. Hamodoon avtwv twv
aAyopiOuwv efagtatal oe peyaAo Pabpd amd TNy mooTNTA KAL TOV TUTIO TV dEDOHEV@V.
Amatteltar 1 ekkaBAolon Kol 0 HETAOXNUATIOMOS Twv dedoupévwv, ta omola dev
OUVAAEYOVTOL TIOWTAQXIKWS YIX €QELVNTIKOUG OKOTIOUG (OTws Ta dedopévar  Tov
TEOEQXOVTAL ATO T TNAEKTOOVIKA Hntowa aocbevav ot voookopeia), moELV

xonoornomOovy Y avaAvon dedopévawv.

H avaAvtk) twv dedopévwv meQAapBavel TNV EVOWUATWOT] ETEQOYEVAV
dedopévV, TOV €EAgy X0 TNG TOLOTNTAG TWV OEDOUEVWY, TNV avAAvoT), T povteAomoinon,
TNV eQUNVeia KL T OLOXETLOT) HETAED CLVOAWY dEDOEVWVY amo XIALddec aoOeveic. Evw,
0710 TedI0 NG LATELKNG akQLBelag N avaAvTikny Twv dedopévwy pumogel va oupuPBaAAeL otnv
AVATITUET TIOOYVWOTIKWV HOVTEAWV HE TNV XOT0T TEXVIKWOV €£0QVENG dedopévawv.® Ta
eoyaAeia avaALONG HEYAAWVY DeDOUEVWV HE TV IKAVOTNTA Va dlaxepllovTat HeyAAOLS

OYKOULG TOOO DOUNHUEVWYV KAL U1 QOUNUEV@Y dedOUEVWY ATIO dLdPoQEeC TINYES, dvvavtat va

18 Po-Yen Wu et. al, Omic and Electronic Health Record Big Data Analytics for Precision Medicine, IEEE
TRANSACTIONS ON BIOMEDICAL ENGINEERING, VOL. 64, 2017, o. 263, Available at:
https://ieeexplore.ieee.org/stamp/stamp.jsp? tp=&arnumber=7587347
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HEAETIIOOVV TA ATIOTEAETUATO DLAXQOVIKWV UEAETWV UEYAANG KAlpakag pe Baorn tov
nANOvoud, kabws kat va kataypdpouv TAoels Kol va TROTelvouY HOVTEAQ TIEOPAEYNS

Yot 0edOUEVA IOV TIARAYOVTAL ATIO NAEKTQOVIKA LATOIKA Q) el Kot apxelo vyelag.t?

1.2.1. Ta dedopéva vyeiag kat n dUVAIKT) TNG CUVELTPOQAS TOVG

I v mAnpéotepn katavonon g évvolag Twv dedopévwv vyelag Oa mpémet va
mieo1yNOel 0 0QLOUOG TWV TEOCWTIKWYV dEDOUEVWY OTIWS AVTOG ATIOTVTIWVETAL OTO XQOQO
4 (1) Tov I'eviko Karvoviopot yix v Ioootaoia Aedopévwv (IKTIA): «xaOe mAnpopopia
TIOV AQOPA TAKTOTIOLNUEVO 1] TAVTOTIOLOLUO PUOLKO TTpoowTio (“vTokeievo Twv dedopévawy”)
TO TAUTOTIOUOLIO QUOLKO TPOOWTO EVaL EKEIVO TOV OTOLOV 1] TAVTOTNTA WUTIOPEL v
eaxpipwlel, aueoa 1 éuueona, 1OIWG UEOW avaPoOPAc 0& QVAYVWPLOTIKO OTOLXELO
TAVTOTNTAG, OTWG Oovouw, o0& aptfuo tavtotntag, oe Ocdouéva O&onc, oe ETLYPAUULKO
avayvwpLoTIKO TAVTOTNTAC 1] 0 vy 1) TTIEPLOTOTEPOVS TAPAYOVTES TIOV TTPO0LOLAlovy 0TN
OWUATIKT], QUOLOAOYIKT], VEVETIKI, WPUVXOAOYIKT], OLKOVOULKI], TOALTIOTIKI] 1] KOLVWVIKT]
TAVTOTNTA TOV €V A0Yw TROOWTIOL». )¢ dedouéva vyelag voovvtat OAa ta dedopéva Tov
£XOULV OTeVT] OX£0T] HE TNV KATAOTAON NG VYELAS £VOG TIOOOWTIOL, TtarpeAbovoa, taxpovoa
1 peAAovTkn?. Zoppwva pe v mapdyeago 15 tov dpbov 4 tov I'’KTIA wg «dedopéva ov
a@opovv TNV vyeia» opllovtal ta «0edouéva TPOoWTIKOD XapakTpa Ta onoia oxeTiCovtal
HE TN OWUATIKT 1) YUXIKT) VYELX EVOS QUOLKOD TIPOOWTIOV, TEPLARUPAVOUEVTIC TNG TTAPOXTIC
VTINPETLOV VY ELOVOULKTG PPOVTIONG, KAl T OTIOIX ATOKAAVTITOVY TIANPOPOPLEC OXETIKA LE

TNV KATAOTAOT] TNG VYELAS TOV».

Zanv artioAoywn okéym 35 tov I'KIIA n évvola twv dedopévwv vyelag avaAvetat
TEQALTEQW KL dlevpUvetat wg e&NG: «Ta OedoéVA TPOCWTILKOD XAPAKTNPX OXETIKA UE TNV
vyeia Oa mpémer va meptAaupavovy oda ta dedouéva OV aPopPovY TNV KATAOTAON T1G
vYElac TOV VTIOKELUEVOV TwV 0EO0UEVWY KAl T 0TIl ATIOKAAVTITOVY TTANpOQOpLES yia TNV

niapeABovoa, Tpéxovoa N HeEAAOVTIKI] KATAOTAON TNG CWUATIKAG 1 YUXIKNG vYElag Tov

19 Javier Andreu-Perez et al, Big Data for Health, IEEE JOURNAL OF BIOMEDICAL AND HEALTH
INFORMATICS, VOL. 19, NO. 4, JULY 2015,

Available at:  https://ieeexplore.ieee.org/stamp/stamp.jsp?tp=&arnumber=7154395

20 BA. Mrjtoov A., Iatokd amogonto, oe: KaveAAomovAov - Mmétn M./ TlavaryortovAov — Kovtvat(n @., Iatoue
EvBuvn ko BlonOuwnig, Xyxeoveg moooeyyloels kat meoomtucés Tov péAAovtog, ekd. ITaoxaAidn, AOnva 2014,
0. 363 e
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vrokeLpévov twv oedouévwv. Tovto meptAaufaver TANpopopiec OXETIKA UE TO QUOLKO
TIPOOWTIO TIOV OCVAAEYOVTAL KATX TNV EYYPAPT VI VIINPECLEC VYELAC KAl KATX TNV TAPOxT]
avtwv omws avapépetar otnv Odnyia 2011/24/EE tov Evpwmnaikov KowofovAiov kat tov
XvuPovAiov mpoc T0 €v Aoyw @uOIKO TpoowTor évav aptbuo, éva ovupolo 1 éva
XAPAKTNPLOTIKO TAVTOTNTAGC TOV AmodIOETAL 08 QUOLKO TTPOOWTIO [E OKOTIO TNV TANpn
TAVTOTIOINOT) TOV PVOLKOV TTPOTWTIOV YL OKOTIOVG VY ELAG: TTANPOPOPLES TIOV TTPOKVTITOVY AXTIO
egetaoelc 1 avaAvoElc o€ PEPOC 1) OVOIX TOV OWUATOS, HETALD AAAWV amo yeveTika
oedopéva kat Brodoyika delyuata kat kabe TANpopopia, mapadelyuatoc xapL, oXETIKA |LE
acOévela, avamnpia, kivovvo aocbéveiac, 1atpiko 1otopiko, xAwikn Oepancia 1 N
QUOLoA0Y KN 1] PLOLATPLKT] KATAOTAOT) TOV VTIOKELUEVOV TwV 0£doUEVWY, aveéapTnTwe TNy,
ntapadely Latos xapLv, ano tatpo 11 AAdo enayyeAuatia Tov Topéx TNG VYELAGS, VOOOKOUELOD,
LTPLKT) ovoKeVN 1 StvyvwoTikn odoxtun in vitror. Tlagadetypatog xdowv dedouéva vyeiag
ATOTEAOVV OL TANQOPOQLEG TTOL AVAYQAPOVTAL OTA LATQIKA TILOTOTIOMTIKA OXETIKA HLE TO

X00OVO EL0XYWYNG O VOOOKOMELD Kat T dldokelx g voonAeing.!

Avtilotolxn evgeia egunvela vioBetel kat 11 Opdda Tov dpbov 29722, COUPWVA pE
™V omolax  Ta MEOOWTIKA dedopéva umopel va Oewondovv wg dedouéva vyelag, eav
oLVVTEEXEL évar amo T akOAoLOa koLtELx: «1. Eival oapac 1 eyyevac atpika dedouéva 2.
Eivar «axatépyaocta» dedopéva (raw data) atoOntnpwv, mov umopovv va xpnotuorotnbovv
avelaptnta, 1 o€ ovvdvaouo pe aAda dedopéva, yia Ty eExywyn CVUTEPAOUATWY OXETIKA
HE TNV KATAOTAON TNG VYELAG 1) TOV KivOvvo vyeiag evoc atouov. 3. Erutpénovy tny eaywyn
EVAOY WV OVUTIEPAO UATWY OXETIKA UE TOV KIVOUVO YL TNV VY ELX 1) TNV KATAOTAOT) TNG VYELAC
EVOC ATOUOV, aveEApTNTa QMO TNV AKPIBELR, TN VOULUOTNTA 1) TNV ENMAPKELX AVTOV TWV

OVUTIEPAOUATWV .

O petaoxnuatiopog mov ovvteAeitat otov topéa g vyelag pe ) xorjon TIIE
TLEQUITAEKEL T TIQAYHATA YVUOW ATIO TO TOLx dedopéva eUTITITOVY OTNV EDIKT) KaTryopin
TV DEOOUEVWY, DLELEUVOVTAC TEQATEQW TOV 0QLOMO. Tl tapaderypa otnv katnyoola

dedopévwv vyelag epmintovy, A0V, Ta DEDOHEVA TIOU TIAQAYOVTIAL ATIO EPAQUOYEC

2L BA. ATIAITX, Amdgpaon 23/2009

2 OMAAA EPTAYIAY. TOY APGPOY 29 I'TA THN ITPOXTAXIA TON AEAOMENQN, 13 Aekeufoiov 2016
(avaOewon|Onred AmoiAiov 2017), AwxOéotpo oe:

https://www.lawspot.gr/sites/default/files/misc/misc legal/wp242rev01 el.pdf
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evelilag 1 awwbntoeg, ovuPaAdovtag otV eEaywyn CUUTEQAOUATWY OXETUKA HE TNV
KATAOTAOT) TG LYyelag. v Yneaxt] etoxr), dimAa oTic mTapadooiakeég mNYES DEQOUEVWV
vyelag mpootibevtal véeg, KaOwe oAoéva Kol TeQLOCOTEQA DEDOEVA TIAQAYOVTAL Kol
HEOW (ATOUIKWYV) CLOKEVWV KAL €QAQHOYWYV, amd Toug (dlovg tovg aoBevelg (‘patient
generated data’), OTwC OTOQWKO VLYElAG, CLUUTTTOUATA, PLOUETOIKA OEDOUEVA, LOTOQLKO

Oepamelag aAA& kat eTAOYEG TOOTIOL Cwn|c?.

H mo aopaArc mpooéyyon eltvat avtr), OTIOL 0 TEOCTDLOPLOUOS TWV EDOUEVWV TIOV

avVaEEQOVTAL OTNV VYela Yivetat péoa amo to meloua Tov Tt TeoodloplleTatl wg vyela.

Zoppwva pe tov Iaykoouo Opyaviopd Yyelag, vyela etvat n katdotaon g
TIAT)Q0UG CWHATIKTG, PUXIKT]S Kol KOWWVIKNG eveéing kat 0L HOvVo 1] amovoia acBévelng
N avammnoelag. 2 TTgog Tnv katevOLVON LT 0 evWOolakOg VOUODETNG éXel kKaTtapéQeL va
OUVUTIEQUAGAPBEL OTNV EVVOLX TWV TTEOCWTIKWYV dedopévwv vyelag oxedov kaOe megintwon,

N oTolar APOEA OTNV LYELX EVOS PUOLKOV TTROCWTIOV, E(TE AVTH Elval CWHATIKY elte PLYIKT).

[Tepattéow, o I'KIIA diver ot dedopéva vyelag pua dAAn dukotaor), kabwg
oVppwva pe o &pBo 9 tov Kavoviopov ta dedopéva vyelag evikooovtal 0g «eIK
KATNYopla 0edoUEVWV TIROOWTIKOV xapaktea» oto &Bpo 9 I'KIIA, pe anotéAeopua va

LTTAYOVTAL O€ €V ALOTNEOTEQO VOULKO TAaLO10 emteEeQyaotac.

H mootaon kavoviopov yx tov EXAY amotumavel Tov 0QLOUO TV MQOCWTILKWV
dedopévwv vyelag 0to &EOEO 2 Ta. 2 () -KAVOVTAG ONTI AVAPOQA OTNV NAEKTQOVIKT)
HOQ®PT] TWV TIROOWTIKWYV OEDOUEVWV VYEIXG- WG €ENG: «TTPOOWTIUKA NAEKTPOVIKE dedouéva
vyelac»: dedouéva mov a@opovy TNV vyela Kat YeveTika dedouéva omwe opilovial aTov
kavoviouo (EE) 2016/679, kabwc war Ocdopéva mov avapépovtar o kabopLoTikovg

TIApyovTes e vyelag 1 dedouéva mov vnopadlovial oe emeepyaocia oe oxéon ye v

2 Shapiro et al, Patient-generated health data. White paper. RTI International. Prepared for Office of Policy and
Planning, Office of the National Coordinator for Health Information Technology, 2012 o. 2, Available at:
https://www.rti.org/publication/patient-generated-health-data-white-paper

24 Constitution of World Health Organization, «health is a state of complete physical, mental and social well - being
and not merely the absence of disease or infirmity»,
Auvailable at: https://apps.who.int/gb/bd/PDF/bd47/EN/constitution-en.pdf
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TIAPOXT] VTINPETLOV vYEeovouLkne meplOaAPnc xar vmopadloviar oe enelepyaoia oe

NAEKTPOVIKT]) Hop@Pn».

Evw, oto apBpo 33 tov Kavoviopov yux tov EXAY avagégovtal ot eAdyloteg
KAXTNYOQLEG NAEKTOOVIKWVY dedOUEVWV VYELXS Vit OeVTEQOYEVN] XOT|OT), 1)TOL DEDOHEVA TTOV
vrtoPdAAovtal oe emefepyaocio Yo v aoxn vyetag 1 meplbaAPng 1 v ) dnuooa
vyela, TNV €Qevva, TNV KAWVOTOUIR, TN XAQAEN TIOALTIKNG, TIG €MIONHUES OTATIOTIKES, TNV
ao@AAElr TwV acfevav 1) Yt KavOVIOTIKOUG OKOTIOUG, T oTtolar OLAAEYovTal amod
OVTOTITES KAL POQELS OTOVG TOE(S TNG LYelag 1) g meplBaAYng, cvumeoAapfavopevwy
ONUOOLWV Kal WBIWTIKWV TaQoXwV vyelag 1 meolOaAPng, ovrtottwv 1 Qoéwv Tov
dteEayovv épevva oe oxéon W avtovg Toug ToHElS, kKabws kat Twv OeopKWV Kat AoLmtwv
00YAvwV kat ogyaviopwv g Evwong. 1o ev Adyw &pBpo avagépovtat ontd -peta&d
AAAWV- kat T dedopéva mov emnEedlovv TNV LYElR, OVUTEQUAAUPAVOUEVWY TWV
KOLVWVIKQV, TEQIBAAAOVTIKWV Kol CUUTTEQLPOQKWYV KAOOQLOTIKWV TIAQAYOVTIWY TG
vyelag, Nrot ta dedopéva ota omoia PaciCetar 1 wTowkr) akoBeiac.  Evw, oto
ovpPLPactko kelpevo et g Ipdtaong Kavoviopov EXAY?, mpootéOnkav oto &pOo 33

eTUTAé0V KT yoLec?.

ATo ta avwtéow yivetal avtuAnmto OTL tar dedopEva vyelag amoteAovv pia
TIOAVTIUN TINYT) TTAT)QOPOQLWV TIOL UTIOQEL VA CUUPBAAAEL onpavTik& ot BeAtiowon twv
LTINQECLWV VYELAS, TNV LATOLKY] €0EVVA, TNV KALVOTOMIX KAl TN XAQaEN TMOALTIKWV VYelag.
H duvapikn ovvelo@opa touvg etvat ToOALILACTATI Kol EKTEVETAL O& DAPOQOUVG TOUELS, OL
ortolot pe Vv ektetapévn xoron twv TTIE otov topéa g vyetag, daprwg dievgvvovtat.
‘Etot, n evvoloAoyukr) meooéyyion Twv NAekTEoVIKwVY dedopévav vyelag Oa pmogovoe va

TEQUAAUPAVEL TNV €VVOLX UG OAOKANEWHEVNG, DATOEAKNS KAL DLXXQOVIKTG CLAAOYTIS

% Proposal for a Regulation on the European Health Data Space — Analysis of the final compromise text with a
view to agreement, no doc: 8571/22 ADD 1-8, 18.03.2024,
Auvailable at: https://www.consilium.europa.eu/media/70909/st07553-en24.pdf

26 UYKEVTOWTIKA OTOLXEIX OXETIKA HE TIC AVAYKES VYELOVOUIKTG TtepiBaAmg, Toug moovg mov diatiBevtal
Y TNV vyelovoutkr] telOaAPn, v magoxr) Ko TNV mEdoPaoT) OTNV VYELOVOULKT) TteplOaAn, T damaveg
KAL TN XONUATODOTNOT) TG LYEOVORKNG TeQiBaAymg (ototy. Par), AAAa avOpwmiva Hoglaka dedopéva, OTwe
TOWTEOUIKA LETAYQAPOUKA, LETAPOAIKA, ALTUOOUETOIKA KAt AAAa omic dedopéva (oToLy. eax), dedouéva amod
epapuoYéc evelag (oTory. ota) Kat untewa Ovnouotntag (ototy. 0).
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dedopévwyv vyelag acbevwv kot  dedOHEVWVY VYEWOVOUIKTG TeplOaAdng, n omoia
niegUAapPavet dedopéva ov dev etval HOVO Wxitepar ovva@r) pe TNV tokn) Bepamein

EVOC VTIOKELEVOL AAAGR KAL PLE TNV VYl TOL VTTOKELUEVOD €V YEVELY

1.2.2. Ta yevetika dedopéva KAl OL TEOOTTIKEG TG ASLOMOIN 0TS TOVG

Zmv edKr] katnyopix twv evaloOntwv dedopévwv tov &pboov 9 T'KIIA
EVTAOOOVTOL Kol YeEVETIKA dedopéva. LOp@wva pe v Owovpevikn Axxnouén tng
UNESCO vywux ta Tevetud Aedopéva tov AvOpwrov 2, ta PloAoyka delypata
ava@pégovtal oe «kaBe delyua BroAoykov LVAKOU, OTws atpa, dEQUa Kol KOTTAQX 00TWV
N mMAdoua alpatog, oto omolo elval MAQOVTA VOUKAEIVIKA O&€ax Kol TEQLEXOLV TNV
XAQAKTNQELOTIKT] YEVETIKY] OVOTAOT VOGS atopov». Ta delypata avtd etval ovvoedepéva
He €va OVVOAO TIEOOWTIKWV deDOUEVWYV, TTOL APOQOVV TNV VYl TV dOTWV KAl UTToQel va
TEQUAAUPAVOLY  LATOKA  DEDOHEVA, TO KANQOVOUIKO TOUG LOTOQWKO, 1] OaKOMN KAl
TIANQ0@OQLeC OXETIKA e TOV TEOTIO Cwrc Tovg. Ta ev Adyw mpoowTtikd dedopéva umoel
va €xouv kataxwenOel wg Aéfelg, ewoveg, aAAnAovxia Paoewv tov DNA, avtiydva,
AVTIOWHUATA, HOQPOAOYLKH, PUOIOAOYIKA KAl BLOXNUIKA XOQAKTNOLOTIKA. LUVETWS, TA
YEVETIKA DedOHEVA ATOTEAOVV HEQOG TWV TMEOCWTIKWY dedOUEVWY KL OUYKEKQLUEVA
aPOEOVV TATPOPOQLEG TTOL CLAAEXONKAV HETA ATIO YEVETIKEG AVAAVOELS TOV BLOAOY KOV

LALKOU Ttov uAdooetal oTig Blotoamelec®.

Zmv Owovpevikr) Awxxrjovén g UNESCO yuix ta Tevetwed Aedopéva tov
AvOowmov, ta yevetika dedopéva tov avOpwmov, oplloviat wg kabe «mAnpopopia
OXETIKI) UE TA KANPOVOULKA XAPAKTNPLOTIKE TWV ATOUWY, TIOV ATIOKTWVTAL HEOW AVAAVOTIC

TWV VOUKAEVIKWOV 0EEWY 1) *AAN eTLLIOTNUOVIKT] Qv Avon».

To yeyovog ot otov I'KIIA vmapxet edr) pvela yix ta yevetka dedouéva

LTTIOYQAMMICEL TN oNUaciot TNG YEVETIKNG TAVTOTNTAG KAL TNV QULENUEVT] AVAYK)

27 Hoerbst A.,, Ammenwerth E., Electronic Health Records: A systematic review on Quality Requirements,
Methods, Inf Med 4/2010, 319 pA. o€ Claudia Seitz o Egyaotrjolo MeAétng Iatoucov Awkaiov ko BlonBucrig ATIO,
Evpwnaikdc Xawog Yyeiag, exd. Nopukn BiBAtoOnkn, 2024

28 H duaxkrjouén vioBet)Onke amo ) Ievieny Awokeyn otig 16 Oxtwpotov 2003.

2 BA. EBvucr) Erutgomtr) BlionOurig, ExBeon yiax ) ovAAoyn kat duoryeigon yevetikwy dedopévwy, oeA. 12, ort.
IT (Enu. 4)
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TEOOTACIAG TNG. LOUPWVA e TOV 0QLOUO TOov &0V 4 M. 13 «yeveTikd dedouéva eivat
T OedOUEVA TTPOOWTIKOD XAPAKTIPX TIOV APOPOVY TA VEVETIKX XAPAKTNPLOTIKA QUOLKOD
TIPOoWTIOV TV KAnpovounOnkav 1 amoktnOnkay, 0nws mMPOKVTTOVY, LOIWS amo avaAvon
BroAoyikov delyuatoc tov v A0yw QUOLKOV TIPOCWTIOV KAL TQ OTIOLX TIAPEXOVY UOVAOLKEC
TIANPOQPOPLEC CXETIKA e TN puatodoyia 1) TNV vyeia Tov eV A0yw QUOLKOV Ttpoowmov». Evw,
OTNV ATOAOYIKT) okéPn 34 wg yeveTkda dedopéva ogilovtal Ta dEdOUEVA TTOOCWTILKOV
XAQAKTHQAX TOoL  OxeTCovTalr He T KANQOVOUNUEVA 1) QATIOKEKTNUEVA YEVETIKA
XAQAKTNOLOTIKA €VOG PUOLKOV TEOCWTIOL T OTOIX TEOKVTTOUV aTtd TNV avAaAvor
BLoAoY KoV delyaTog TOL £V AGYW PUOKOV TTROCWTIOV, WIWS ATO XQWHOOWHLKT) AVAALOT
decofviolovovkAeivikot oféog (DNA) 1) otpovoukAeiicod oféog (RNA) 1) antd avaAvon
&AAOL OTOLXEIOV OV ETUTEEMEL TNV ATOKTNOT L0OdVVAHWVY TIANRoPogwVv. Ta yevetika
dedopéva ovvioToUV dedopéva VYRGS, HOVO eQOCOV OXeTICOVTAL HE AEOR 1] EUHET UE

™mv vyeio.®

Emonuatvetar, 0g, OTL OLYKEVIQWVOLV XAXQAKTNOLOTIKA, TOL T Kablotovv
povadued kat xerilovv mpooekTiktg eEétaonc. I'ia to Adyo avtd ta yevetika dedopéva
amoteAovv  px  Wuaitega  evaloOnt)  katnyopia  dedouévwv, magovolalovtag
WwLaLteEoTNTEC®! OV TMOAAATAATIALOVY TOVG KIVOUVOUS KAL TNV TEOOBOAN dIKALWHATWY
Tov evéxel oe kAOe meplmtwon N emefeQyaoia twv dedouévwv evog mpoowmnov2. H
WOLXLTEQOTNTA TOVG EYKELTAL® OTO OTL AV KAL 1] YEVETIKY] TTAT|QOPOQLa elval HOVADIKT] KAl
Eexwollet Tto ATOHO amd AAAd ATOHA, €VOEXETAL VA QATOKAAUTITEL ONUAVTUCES
TIATQ0QOQLEC Yix TN YeveTikT) Teodx0eoT OXL LOVO TOL OI0VL, AAA& KaL Yo Toug €€ alpatog

ovyyevelg Tov, Kal HAALOTA Yir TOAAEG yeveég, elte mQonyovueveg, elte emMOpEVEG.

30 BA. Opada ApOgov 29 (Opdda Egyaoiag yux v mpootaoia twv dedouévawv), ‘Eyyoago eoyaoiag yio ta
Yevetwd dedopéva, 2004, oeA. 5, diabBéoo oe: https://ec.europa.eu/justice/article-29/documentation/opinion-
recommendation/files/2004/wp91 en.pdf

31 OL ITEQOTNTES AVTEG dEV YIVOVTAL ATIODEKTES ATLO OAOVS WG AVTOTEATIG AGYOG AXVAYOQEVOTG TG YEVETIKNG
TATNQOPOQIAG O EEXWOLOTH KAt yopia 1) ota Aeyopeva evalofnta dedopéva. ALiCel va avagpepBel 1 amoyn
7o Independent Expert Group oUppwva pe TNV omoia 1 yeveTikt) TANQo@ogia dev ouVIoTd a priori pla XwLoTH
KAT Yool kAt HOvVo LTd 0QLOHEVES TEQLOTAOELS UmoRel va teoodogolel wg tétowx. EE avtov tov Adyov
OUVIOTATAL 1] ATIOPUYT] AVAPOQAG 0TI AeYOUEVT] «YeVETIKT] artegdtta». BA. European Commission — The
Independent Expert Group, Ethical, legal and social aspects of genetic testing: research, development and clinical
applications, 2004, oeA. 34

32 Mntoov A., H mpootaoia twv dedouévwv vyeiag oe KaveAdomovAov — Mndtn M., TlavayomovAov @,
BronBwol moopAnuatiopol IV: Aedopéva Yyeiag kat leveted Aedopéva, exd. [lamalrion, 2019, oeA. 69

3 BA. apB00 4 mag. o’ g Owkovpeviknc Awxkriovéng tng UNESCO yux ta I'evetka Agdopéva tov AvBowmov
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MaAwota, to Evpwnaikd Auaot)olo Aikkatwpatwv tov AvBpwmov, otnv vntobeon S. and
Marper v. United Kingdom,** (4.12.2008) d1éyvwoe T HOVadIKOTNTA KAL TV OLXLTEQOTNTA
TOV YEVETIKOU VALKOV, ETUOTUAIVOVTAG OTLTO YEYOVOS OTLTO YEVETIKO VALKO elvat éva Héoo
TIQOODLOQLOOV TG YEVETIKNG OX£E0TG HETALD ATOHWV elval emapkés, wote va BewonOetl
OTL 1 dwatrjonot tov amoteAel magéuPaon oto dukalwpa TG WWTKNG Cwnig Twv

EVOLAPEQOUEVWV TIQOOWTIWVH.,

[TapdAANAa, amo v emeleQyaoia TwV YeVETIKWV OedOUEVWY TIQOKUTITEL [
EKOVA YL TO VTIOKEIUEVO TIOL DEV AXPORA LLOVO TO TAQOV XAAK TO Tax@eABOV KoL to pLéEAAOV
TOV, eVW UTIOQEL Vo amokaAvUTTeL oTolkela, T oTola eivat kQlowa yux T Cwr) Tov Kat
evdéxetal va pn yvwilel oUTe 0 DLOC PoEag TwVv dedOUEVWY, T.X. TNV TEodLdOeoT Y
avAantuén opopévwy acbevewwv. H allomoinon twv yeveTuv mAN0o@ooLwv dnuovgyet
VEEC TIROOTITIKEG YIX TNV AVATITUET TG LATOIKNG €QEVVAC KAL EDKOTEQR TNG LATOIKNG

axoBeiag aAAd kot véeg TMEOKANOELS, OTws Oa avaAvOel OTIC eTTOUEVES EVOTNTEG.

1.3. Tt 0p€An KAl OL KIVOLVOL VI TA DIKALWUATA TWV VYLWV KAl a00evav evtog

¢ E.E.

Méoa amd To TaQAdeLy ot TG LATOLKTS akQLPEelag YiveTat avTIANTITO OTL T PEYAA
dedopéva HTTOQOVY Vo ATtOTEAECOVV TTOAVTIHIO TTIOQO TIOL UTTOQEL VA TIQOTPEQEL OTJUAVTIKEG
TIANQo@oRLec yix ) BeAtiwon Twv oVYXQOVWV VTNEECLWV LYElag Kat T Helwon Tov
KOOTOUG TNG VYELOVORKTG TteptfaAng, epooov aflomomnBovv oL TeEXVIKES avAALONG
peydAwv dedopévwv. H duvvatdémta moaypatomoinoneg avaAvoewv oe dedopéva
TEQAOTIOV OYKOU, O OAEC TIG EWKOTNTEG KAl O TIQAYMATIKO XOOVO UTIOQEL var pEQeL

ETIAVAOTAOT) OTOV TOHEX TNG LYElag.

H avdAvon peyaAwv dedopévwv vyelag pmoget va 0dnynoeL e CLoXETIOUOVS TTOV
dev Ntav opatol o0& HKEOTEQES KAlpakes, kaOwg pmogel va oLOXeTIOTOVV dLdPoQeg

TIAQAUETOOL pe aoB€veLeg, A.X. va evTomoToUV véol Blodeikteg mov Ba meoBA&PovV -wg

3 BA. ECHR, S. and Marper v the United Kingdom — Grand Chamber Judgment (2008), oxéeic 70 emt., AtxBéoipo oe:
https://hudoc.echr.coe.int/fre#{%22itemid %22:[ %22001-90051%22]}

% Mntoov A., H moootacia twv dedouévov vyelag oe KaveAdomovAov — Mnétn M., IavayorovAov @.,
BronBwol mooPAnuatiopol IV: Aedopéva Yyeilag kat I'evetikd Aedopéva, exd. [amalnon, 2019, oeA. 71
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éva Babuo- eav atopo vooroet kot tote. O dOLVATOTNTES IOV TTEOTPEQOLY TA UEYAAX
dedopéva otnv vyelx éxel wg amotéAeopa va kablotatat duvatr) 1) peAétn ovvOeTwy Kkat
omdviwy acBevelwv oe Babog aAAG kaL oe CUVTOHO XEOVIKO dAoTNUA. AvTd pmtogel va
0dNYNoeL 0 VEEG ETUOTNUOVIKEG AVAKAAVYPELS, OTNV AVATITUEN VEWV QAQUAKWV Kol
Oeoamelwv ywx aoBéveleg mov 0to TaeAOOV 1tav dOVOKOAO Va AVTIUETWTIOTOUV.
EmmAéov, 1 avaAvon HeYAAwV 0edOpEVWVY TaQéxeL TN duvatdtntax KaAUTeQNg
naeakoAovOnoNg ™G dNUOOIAG vYyelag, TLVOLALOVTAG YEWYQAPIKES KAL KOLVWVIKEG

petaPAnTég pe dedouéva vyeiac®.

Evw, 600 avidavoviar ot mAngo@opiec mov dwxbétovue YIx TG YEVETIKEG
duoAeltovgylec T000 avEavovtal ot Kivduvol. Avto loxVel KURIWS OTIC TTEQLTTWOELS TIOV
LTTAQXEL OVYKEVTOWOT HEYAAOL OYKOU dedoUéVwY, OTwS ovpPalvel otnv meplmTwon g

LXTOKNG axQPelac.

[Topd Tt TOAAATIAQ OQEAT KAL TIG TIQOOTITIKES TTOL AVOLYOVTAL ATtO TNV AVAALOT)
KAl aELoTonon twv dedOHEVOV VYEIRG KAL TWV YEVETIKWOV dEDOEVWY, 1] a&loTtoinon Tovg
eyelpel MaAQAAANAd kAt onNuavTika (NTUATa W TIKOTNTAS Kat PBondikrg, énws Ba
avaAvOel oe emopeva kepdAawx. H dvvatotnta ovykéviowong HeyAAOL  OyKOL
TIOOOWTIKWV DEOOUEVWYV LYelag, elte Y TNV eEVTINEETNOT) KAWVIKWV EQAQUOYWV ElTe yix
XONOT 0€ EQEVVNTIKOVG OKOTIOVGS, TMEOKAAEL évav DITMAG MEOPANHATIONO aTtd TV Amoyn
me Pondwng a) wg mEOS T dACPAALOT] TNG CLVALVECNC TWV VTOKELWUEVWV TWV
dedopévawy, Kat ) wg TEOS TNV THENON NG EUTOTEVTIKOTNTAS TwV TeAevtalwv. Evw, 1
emefepyaocio yevetkwv dedopévwv evéxel LYNAG kivOLVO yeveTkwv Olakploewv.
MaAwota, 600 avEdvovtar ot TANEO@oEiec mOv OXOETOVHE YIX TIGC YEVETUKEG
duoAeltovgylec T000 avEavovtal ot Kivouvol. Avto loxVel KURIWS OTIC TTEQLTTWOELS TIOV
LTTAQXEL OVYKEVTOWOT HEYAAOL OYKOU dedopévwy, OTwS ovpPalvel otnv meplmTwon g

LXTOKNG akQPelac.

Ita emopeva kKe@adaix e peAétne Oa avaAvOel mwg 1) devtegoyevig xonon

dedopévwv vyelag eyelpel ONUAVTIKES KOLVWVIKES KAL VOULIKES TIOOKAT|OELS OO0V apoQd

36 EQvikn Emutponr) BlonBikig kat TexvonBikrg, MeydAa AcSopéva (Big Data) otnv Yyeia, 2018
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TNV TEOOTACIX TG WIWTIKOTNTAG, TNV €K VEOL TAVTOTOIMOT), TNV KLELOTNTA TWV

dedopévwv, tn dlayelplon twv dedopévwv Kat T dakvBEovnor.

II. HIIPOXTAZXIA TQN ITPOXQITIKQN AEAOMENQN YTEIAX

2. 1. H ouvTaypatikr) mTQOOTadia TwV MQOCWTIKWY dedopévwy

H e£éALEN e texvoAoylag Kat 1 e@aQpOoYT) TOL dKTVOL TATIQOPOOLWV YIX TNV
TEowONOT NG MAYKOTULAG AVTAAAXYTIG OEDOEVWY dNULOVEYTOAV GHECA TNV AXVAYKN
Oeopknc mEootaciag TWV MEOCWTIKWV Oedopévwy. ' va avTlpeTwmotovy ta
TEOPATHATA, TIOL TIEOEKLYPAV ATtd T DX E(PLON KAl TNV eTeeQyaoia TV dedOUEVWY,
Oeomiomkav vopoOetruata e dATAEELS TIOQOOXQUOOHEVES OTIC AVAYKES TIQOOTACIAG
TWV TIROCWTIKWV DEDOUEVWYV, e OTOXO VA KAAVPOLV TO KeEVO AOPAAELAS TWV YEVIKOTEQWV

dta eV NG MEOCWTIKOTITAG.

v Evownn, 1 mowtn €Ovikn vopobeoia yx v meootacio Twv mQOowTILKWOV
dedopévwyv MTav 0 vOuog tov yeouavikov koatwdiov g Eoong (Hessen) tov 1970.
AxoAovOnoe n Lovndia to 1973, n Opoomovdwakr) Anpoxpartio e I'eopaviag to 1977, 1
Avorota, nTaAAla, n Aavia ka1 NogBnyia to 1978. %7

Tn dexaetia tov 1980 TéOnKav o€ eaguoyn T VOpoOeTHaTa «OEVTEQNG YEVIAC»
oe Xwoes 0ntws N M. Boetavia, IopAavdia, OAAavdia, BéAyio, Iomavia kat ITogtoyaAio. H
Zoppaon 108/1981 tov ZvupovAiov e Evpwnne®, n Zvupowvia Lévykev kat ) Zopupaon
epaguoyne e kat ot «KatevQuvrroteg ApXég Y TNV MEOOTACIA TWV TIQOOWTILKWV
dedopévwyv oe avtopatoromuéva agxeia» tov OHE vmrofav ol toelg vopoOetkol
TLAWVEG NG dekaetiag avtrs. To mEwto vouucd deopevTieo oe dieOviég emimedo kelpevo
Y v meootacia twv dedopévwv 1Ntav 1 Bvpwnaikr) Zoppaocn v’ agOu. 108 tov
ZvppovAiov g Evpwnng (Zvpf. 108/1981) «yix tnv mpootaciat Tov atdéHov and Tnv

QUTOUAXTOTIOMUEVT] eMeEEQYATIA TIATIQOPOQLWV  TIQOCWTUKOV  XAQAKTNQX», T OToix

37 TyyAeCaxng L., EvaiocOnta [lpoowmikd Acdopéva: H emteEepyacia 01KV KaTy0PLOV TPOCWTUKWV OESOUEVWY
Kat oL ovvémetec e, Exd. ZaxkovAa, 2004

3% No 108 Convention for the Protection of Individuals with regard to Automatic Processing of Personal Data,
Strasbourg, 28.1.1981, Available at: https://rm.coe.int/1680078b37
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exd00nKe o 1981 Kot vEEe mEdTLTIO HéXOL va Beomiotel 1) oxetkr) Odnyla. TéOnkav ot
YEVIKEG OUVIOTAMEVES Yot TNV TROOTACa kKdBe QLOIKOV TTEOCWTOL aTtd TNV avBaipetn
emefeQyaocia Twv TMEOCWTIKWY TOL dedOUEVWY, TOOO HE AVAAOYIKA aAA& KLOlWS He
Ynelaka péoa, oxnUatiCovtag éva .oxvo dIXTL aopaAelag eyYUNoewV Kol DIKALWIATWY
LTTEQ TWV VTTOKEUEV@Y TV DEDOUEVWYV Kat eLovTag tov Oeouod twv EOvikawv Agxwy, ot
omoteg Oa elyav Tov eAeykTiKO QOAO TG EPAQUOYNGS TwV dlataéewv ¢ Loppaonc. H ev
A0yw ZOpPaot kvpwbnke ano v EAAGda pe to v. 2068/1992 (A’ 118). H LouPaon 108
ovprAnowOnke to 2001 pe éva ITowtokoAdo yix T emomtikés AQxEG kKal TNV

dLroLVOELAKT) QOT) DEDOUEVWY OTIG UM CLUPAAAOUEVES XWOEC.

Me 1t Yneon e kowotkr) Odnyiag 95/46/EK akoAovOnoe 1 «toitn yevid»
vopoOetnuatwy, 1 onoia eEeAiooetat péxot onjpeoa. H Odnyia 95/46/EK tov Evpwnaikov
KowopovAiov kat tov ZupBovAiov amoteAel Kelpevo avag@oods 0 eVEWTIAIKO emimedo
ot Oéupata moootaciag Twv OedOUEVWY TIEOOWTILKOV XaQaKTroa, Oétovtag Tto
KAVOVIOTIKO TAQIOI0 pe O0TOXO TNV €MITEVEN HAG LO0QQOTIAS HeTtald &vog vymAov
ETUTTEDOL TEOOTACIAG TNG WLWTIKTG (WG TWV TEOCWTWYV KaL NS eAe00eENG KukAOPOEING
TV dedopévav mEoowTikov xapaktoa. H ev Adyw Odnyia evowpatwOnke otnv eOvikn
évvoun taén pe to v. 2472/1997, yix tnv eme£egyaoia 9edOUEVWV TTQOTWTILKOD XAXQAKTHOX
TOOG TIROOTACIA TWV OIKAWHATWY KAl TwV OgueAlwdwv eAevOeQuov Twv QLOKWOV
TEOOWTWYV KAt TN¢ Wwwtkng Cwrg, 0 omoilog teomomowm|Onke pe to v. 3471/2006 wou

KataQynOnke ue to v. 4624/2019.

Zta vopoOetuata «Teitng Yevide» aviKkeL kol 1 daknevén tov XA&QTn twv
OcpeAlwdwv Akatwpdtwy to étog 2000, mTov apood oty allomeémela, Tig eAevOegieg, TNV
womta, TV aAANAeyyln kat otax JKALWHATH TWV TOAITWV OV  dkaloovvn,
dopaAiCovtag tov oefacpd TG WIWTIKNG Kol OLKOYEVELAKNG (WS KAl KATOXVOWVOVTAG

TO KW A TNV TIEOOTAC I TWV TEOTWTIKWYV OEDOUEVWV.

Eva, to 2001 té0nke o€ oxv o Kavoviouog 45/2001 tov Evpwnaikot KowvopovAiov
KL TOU LUUPBOVAIOV OXETIKA HE TNV TEOOTACIX TWV PUOKWOV TIROCWTWV EVAVTL TNG
emeepyaoing mMEoowTKWY dedopévwy and Oeopka opyava e Kowomnrag kat

avapedtav otV eAev0eon KUKAOPOQIX TWV OEDOUEVWV AVTWYV, ETUDWKOVTAS TNV
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TIONON TWV KAVOVWV TROOTACIAS TwV OepeAtwdwV dikalwUATWwY Kal eAev0eQuov Twv

TIOOOWTIWV.

H Odnyia 95/46/EK katagynOnke pe tov Kavovioudé (EE) 2016/679 tov Evpwniaikov

KowopovAiov kat tov XvpBovAiov tng 27N Ampdiov 2016 yix v mEootacia twv
PLOKWV TEOTWTIWV EVAVTL TNG €MEEEQYATIAC TV deDOUEVWY TEOTWTIKOV XAXQAKTIO0
Kat Yo v eAev0eQn kukAogopia twv dedopévav avtwv (I'evucog Kavoviopog v tnv
[Toootaotar Aedouévwv). O TKIIA elvar yevikng e@aouOYrS, UMOXQEWTIKOS Kol
epaguoletal dueca og OAa Ta KQATN MEAN, XWOIS va LTIAEXEL LTIOXQEWON YLX TNV
EVOWHATWOT] Tov otnv £0vikr) vopoBeoia tov kdbe kpdtouvg péAovg kat téOnke oe
epappoyn otic 25 Mdiov 2018. Tnv dwx meplodo exdOONke 1 Odnylar 2016/680 tov
Evownaikov KowvoBovAiov xkat tov ZvuPovAiov ywx v mEootacia Twv @QUOKWV
TIEOOWTIWYV EVAVTL TNG EMEEEQYATIAS DEDOUEVWV TTQOTWTIKOU XAQAKTIOX ATIO XQUODLEG
AOXEC YIX TOUG OKOTIOUG TG TEOANYMG, dlegevvnong, avixvevong 1 dlwing mowikwv
AOKNUATWYV 1) TNG €KTEAEOTC TTOLVIKWV KUQWOEWV KAL Yior TNV eAe00eon kKuKkAopoola Twv
deDOUEVWV AVTWV KAL TAVTOXQOVWGS TNV KATAQYN 0T NG artdpaons-rtAaioto 2008/977/AEY

oL ZuppovAiov.

O I'KIIA kat np Odnyia 2016/680 evowpatwOnkav otnv eOvikr) vopobeoia pe to
Voo 4624/2019 (PEK A’ 137), okomdg TOL 0TIOI0V TTEQAV TNG EVOWHATWONGS TwV dU0 WG AVW
VOHOOeTIKWV KEWWEVWVY Kat TG ANYng pétowv epaguoyns tov I'KIIA, amoteAel kot n
AVTIKATAOTAOT) TOL VOUOOeTIKOU MAaoiov tov QUOUICEL T oLYKEOTNON KAt Agttovoy i
mc  Apxnc Ilgootaciag Aedoupévwv Tlpoowmikod Xapaktroa -OLUVTAYHATUKK
KATOXVOWMEVT] aveEAQTNTN dNUOoIx AQXT)-, 1] oTtolat €XeL WS ATOOTOAN TNG TNV EMOTITE X
¢ epappoyrc tov I'KITA. H mpootaoia twv mEoowmikwyv dedopévwy oOU@OVA e TOV
Kavoviouo extetvetal to0o 0tov idwTikd 000 Kt 0ToV dNUOCLO TOHER EXOVTAS WG EQELOU
0 60O 8 ToL XAOTN TWV OepeALWOWV DKAIWUATWY T CLVOVAOUO pe To &EOEO 16 Tng

YouvOnkng ¢ E.E.

Ao T MAQATIAVW OLVAYETAL OTL TO OKAlWHA TEOOTACIAG TEOCWTILKWYV
dedopévwv elxe Mo dlapogpwdel amod Tov koo vouoBétn, mEoTov o0 avabewEnTikKog

vopoOétng tov 2001 ewoayet T0 «dKalwUa TEOOTACIAG TEOCWTIKWY dEDOUEVWV» OTNV
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eAAN VKN ovvTaypaTn Tdén pe to a0 9A ToL LUVTAYHATOS, OTO OTIOL0 ATIOTVTIWVETAL

QTGS KAl TUTIOTIOLE(TAL TO DIKALW A TTEOTTATIAG TWV TTEOTWTILKWYV DEDOUEVWV.

Onwg, éxer Mdn extedel, g ovviaypatkng eLOWoNG elyxe moonynOel 1
vopoOetikr) oUOULON TS TEOOTACIAC TWV OEDOUEVWV TIOOOWTILKOV XXQOKTIOX HE TN
Oéomon tov v. 2472/1997 «ywx TNV TQEOOTACIX TOL ATOHOL Ao TNV emefeQyaoia
dedOUEVWY TEOOWTILKOV XAQAKTIO0» O& EKTIAT|IOWOT] TV ETUTAYWV TOV KOLVOTIKOU
dukalov. Zuvemag, o avabewenTikdg vopoOEtng exAauPdvel wg yvwot TNV éVvolx TV
TEOOWTIKWYV dedOHEVWY, 1) ool amoTéAede avTikelpevo TOU VOUOOeTIKOU 0QLOHOU:
«kaBe TMANEOPORIa TIOL ava@épeTal oe Eva PLOKO TIEOCWTO, 1] TAVTOTITA TOL OTOLOL
elval yvwot) 1) pmogel va meoodloglotel, apeoa 1 éUpEoq, e PAON T OTOLXElX TG
TAUTOTNTAS TOL 1) PACEL €VOC 1] TEQLOOOTEQWYV OTOLXElWV TOL YapaktneiCovv v
vtooTACc) TOL Aamo AmoYT @ULOKT), PLOAoYKY], YPUXIKT], OLKOVOUIKNG, TIOALTIKI] 1)

KOLVWVLKT)».

[Tapatnpettal, de, amd Tovg peAetnTéc OTL TNV TEEi0dO ToVv elxe TEoNyNOel g
ovvtaypatikng avabewenone to 2001 dev elxe eyeeOel Ommua amd v amovoia
dLKQLTOV  CLVTAYHUATIKOV €QEIOUATOC TNG TEOOTACIAG TEOCWTIKWY dedouévwv * .
AAAwOTE, OTWC TEOKUTTEL KAl O T VOpoAoylax  mEo ¢ avabewgnong tov
ZUVTAYHATOG Ol OUVTIAYUATIKEG PACELS TNG TROOTACIAG TWV TIQOOWTIKWYV DEDOUEVWV
edpdalovtav elte 0to A0 9 M. TOL LLVTAYUATOG TEQL TEOTTATIAG TOV WLWTIKOV Blov
elte oto dp0po 5 map. 1 X et eAev0eENC avATITLENG TNG TEOCWTIKOTNTAG KAl 0To &QOQO
2 map. 1 X mepl mpootaoiag g a&lag tov atdpov. MaAota, ovxva, 1 emikAnon twv wg
AV oLVTAYHATIKOV dxtdéewv ovvovalotav pe to apbpo 57 A K. meol mpootaoiag g

TIOCWTILKOTNTAG.

H o0Ovdeon g mpootaciag Twv MEOCWTIKWY dEOOUEVWY e TNV TEOOTACIX TOV
WwTkoL PBlov Ntav evAoyn, kabwe o Wuwtikdg Plog eumeQéxel v TANQOPOQLAKT
WITIKOTNTA, XWOIG va megogiCetatr oe avtr).* Etol, to dobpo 9A ovumAnpwvel

dudtaln tov dpbpov 9 Tov TLVTAYHATOS, LTO TNV évvolx OTL T0 dEBPO 9 KaToxLOWVEL

3 Mrtoov A., «Egunveia AgBoov 9A L», oe LrvgdmovAog @./Kovtddng E./AvBdmovAog X./Tepametoitg I'.,
Xovtayua, Kat” apOpo epunveia, Exd. LaxkovAa AOrva — @eooaovikn, 2016, o. 215
40 Om. 1., 0. 216
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HOVOV TO amaaPlaoto Tov WIwTkoL Blov, magéxovtag €Tol éva minimum TEOCTACIAG
TOLU ATOHMOL aTO TNV TATQOQPOQLKT] KL TOUTO HOVO O& TEQLMTWOELS OLAAOYNG Kat
eme€eQyaoing MEOOWTIKWV 0eDOEVWY, TTIOL BlyeL TN 0EAQA TOL ATTOPET)TOL TOV WLWTIKOV
Blov. 4 AmO TV AAAN, 1 MEOOTACIA TWV TEOCWTIKWY JEOOUEVWY -OTWS  OUT)
KaToxvowvetal 0to deBpo 9A tov Zuvtaypatos- dev eEavtAelital otV MEOOTACIt TOV
amaaBiaoTov Tov WLWTkoL Biov oUTe 0To dikaiwpa TOL va Hével Kavels povog (right to
be alone)*?, aAA& amoteAel ekdNAWOT KAl TOL dkALWHUATOS TNG eAeV0EONG AVATITLENG TNG
neoowTkOTNTAS. OTwe evotoxa avagépet o Aovog,** | mpootacia Tov Wuwtikov Blov kat
edKOTEQA TOV amaPAPlacTov ™G WIWTIKNG opaipag otov touéa g emefepyaoiong
dedopévwyv dev umogel va amoteAel AUTOOKOTIO TNG CLVTAYUATIKT)G QUOULOTS, KABwe oTn
oUYXQ0VT] TEXVOAOYIKN] TOAYHATIKOTNTA dev dakvPevetal HOVO TO amaQaBinoto tng
WIWTIKNG  TANEOQORLAKNG  o@aipag, aAAd ev yéver 1 eAevOeon avamtuén ng

TIQOCWTTILKOTNTAG.

To mapanavw cvvayetal Kt Ao T CLOXETIOT TOL DIKALWHUATOS TG TTEOOTAC LG
TIEOOWTIKWYV DEDOUEVWYV HLE TNV TTROOTACIA TNG TTIROTWTIKOTNTAS CUUPWVA LLe TO d0Q0 5
. 1 X, vtodnAwvovtag OTL 1| MEOOTACIA TN TMEOCWTIKOTNTAG EVEXEL TNV £YYLNOT
QUTOVOUTG ATIOPACEWS TOL ATOHUOV VLot T ONUO0 X KAL WOLWTIKT TIQOLO I KAL ELKOVA TOUL.
H dvvatomta g avtovopiag avtrg dvvatal va ekmAnowOetl povo vmod v meovmobeon
OTL TO ATOO éxXeL TNV eAevOepiar va amo@aoilel eV KAl 0€ TOoL £KTAOT] OL TAT|QOQPOQLES

miov oxetiCovtat pue avto Oa yvwotomolovvTal 0To TeQBXAAOV ToL.

Qotoéoo, emonuatvetat 0Tt T0 dKAlWHA TIEOOTACIAS TIEOCWTIKWY deDOUEVWY
OTIWG KATOXVQWVETAL CLVIAYHATIKE Olx Tov &Bpov 9A dev emavaAapBaver v
TEOOTACLX TNG WIWTIKTG LTS KAL TNG TIROOWTIUKOTNTAS AAAG €xeL avtoteAn adla, kabwg
TEOOTATEVEL KLOLWGS HLX TTTLXN TNG TTEOCWTILKOTITAG TIOL £TEOM LTIO dlakvdVVELON éveka

e eEEALENG NG TexvoAoviag, Yix To AdYo avtd to &pbpo 9A, eotialel KLElWS oTa

4 Mawvoudg, oeA. 151 BA. Yroonueiwon 51

2 YOupwva pe tov Thomas Cooley (1988) 0 kAaookdg 0QLoog TOL OLWTIKOV Blov elvat avtdg Katd Tov oTolo
kaBe dvOpwmog €xel dikaiwua va unv evoxAeital amod Toug AAAOLG Kal var apiveTa HOVog OThV Teeia Tov
(privacy is the right to be alone). I'ix To dikatiwpa avtod piAnoav mewtot ot Warren kot Brandeis (Warren/Brandeis,
The Right of Privacy), Harvard Law Review 4 (1890), oeA. 159) kat amoteAel Tov muonva g mQootaoiog tov
WwwTIKoL Biov.

# Aovog IT.,, TexvoAoyn) dakivdvvevon Kal TEOOTACIA TEOCWTIKWY dedopévwy, oe Tamadnuntoiov I.
(erp.), Néeg texvoAoyieg kat ovvtaypatikd ducatpata, Exd. dikkovAa, 2004
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nAektoovika péoa.t To dikalwpa otnV MEOOTACIA TWV TEOCWTIKWV dedOUEVWV avTKeL
Ot VEéx YEVIA OIKAIWHATWY, TA OTolat OTOXEVOLV OTNV TIEOOTACIt TOL XWEOL
avToKaO0QLOUOV TOV TTEOCWTOL Kol 0T DAPVUARET TG TMTEOCWTILKTG TOL AVTOVOUIAG €

OLVONKES OKOVOUIKNG Kol TEXVOAOYIKNG aAVATITLENG.

Ewucoteoa, n data&n tov dpbov 94 tov Xvvtaypatog opilet OtL «o kabévac éxet
Okaiwpa tpootaociac arno tn ovAdoyn, enelepyaoia kat xpnomn, tolwe e NAeKTpoviKd uéoa,
TV TIPOOWTILKWY 0€00UEVWY, OTIWS 0 vOuoG opiCel. H mpootaoia Twv mpoowTtikav dedouévwv
OxopaliCetar amo avelaptnTn apx1n, 7OV CUYKPOTEITAL Kal AELTOVPYEL OMWS 0 VOUOG
opiCe». Amo v eounvela tov aBpov 94 X elayetat 1 emdlwin tov avadewEnTiKov
VOHOOETN Y dLleELVON TNG KAVOVIOTIKNG eUPEAELRC TNG CLVIAYHATIKNG OLATAENG
TEOOTACIAG TOL WIWwTKOL Plov, kabwsg katoxvowvetatl éva medlo dAHOQEPWONS NG
Wtk Cwng  ToL AToOpov, 0To TAaio Tov oTolov eivat duvatny kat 1 eAevOeQn
AVATITLED NG TTEOCWTIKOTNTAS TOV, WOTE TTAQEXETAL TTANQEOTEQT) TTOOOTATIA EVAVTL TWV
KIWWOUVWV TIOU CLVETIAYETAL 1 OLAAOYN, emefeQyaoia kol XOoNOon He oLUPATIKO 1)
NAEKTEOVIKO 1] QUTOHATOTIOMHEVO TEOTO TWV TEOCWTIKWVY dedopévwv.  Evw, n
TIAQATIOUTIN) OTO «VOUO» Yt TNV €EEOIKELOT] TOV dIKALWUATOG, OeoTtilel Hx VTTOXEEWOT)
0710 VopoO £t va mapakoAovOel Tig e€eAtéels wote va Aapdvel moooOeta pétoa yior tnv

ATIOTEAEOUATIKOTEQT) TTQOOTAC Lt TNG WIWTIKOTNTAG.

Me 1t ovvTaypatiky] KatoxVoworn &VOS aUTOTEAOVS dIKALWHATOS TIQOOTACIAG
TIEOOWTIKWV dedOHEVWY dlx Tov dOoL 9A ¥ 0 arvaBewonTikog vopodétng dnAwvet gnta
TNV TQEOCAQMOYT] TNG €VVOMNG TAENG OTg e€eAllelgc g ovyxeovng texvoAoyiac.
[TapdAANAa, N vOOETNoN TOoL AEOEOL 9A L evOLVYRAUUILOTAV e TN OLEOVT) CUVTAYHATIKN
eEEALEN exelvng NG TEQLOOOV, OTIWS AVTN EKPQACTNKE 08 CLVIAYUATIKO ETITEDO O€
TOAAEG Xwpes — Oomws Ovyyaola, LAoPaxkia, Toexla, Kooatia, ABovavia, INToAwvia,

ZAofevia- va meQUAaUPAvVOLV TNV TEOOTACIAX TWV TEOCWTIKWY dEdOUEVWY 0T

4 TTavayorovAov — Kovtvat(n @., «Egunveio AgBoov 9A L», oe LrvpdmovAog d./Kovtiadng E./AvBdmovAog
X./[Tepametoitng I',, Zvvtayua, Kat” apbpo eounvein, Exd. ZakikovAa, 2016, 0. 7
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Zuvtdypata touvs. ¥ BEvw, aiCet va avagepOel 0tL Xpovikd magdAAnNAa moog tnv
avaBewonon tov 2001, n dudkoon petalV MEOOTACIAS WIWTIKOV BlOV KAL TEOTWTIKWV
dedopévwv amotuntwbnie otov Xdotn OepeAlwdwv Akatwpudtwv kot EAevOeouov g
Evownaiknc Evwong, mov diaxwollet to «dikatlwpa kabe mEoownov oe ogfacud tng
WOLWTIKTG KAL OKOYEVELAKTG Cwng, TNG KATOKIAG KAL TWV ETUKOWVWVIWV Tou» (ApBoo 7)

aTd TNV MEOOTACIA TV 0edOUEVWV TIEOOWTILKOV Xaxpaktoa (ApBeo 8).

[Tegattépw, T0 dKalwHa TEOOTACIAG TEOCWTIKWY dEDOUEVWV OLVOEETAL -OTIWS
Non avapéeOnke- pe 1 OepeAwdn ovvtaypatiky agxn e a&iag Tov avOwnov, mov
KATOXVQWVETOHL OUVTAYHATIKA 0T0 Ae00 2 Ttar. 1 L kat 0 0eacpog g onolag amoteAel
kopu@ala vroxpéwor g IoAwtelac. Zopupwva pe to dpdo 2 ma. 1 L etvat avemitoento
va vrtoPpaletat o kKaBe OLYKEKQLUEVOS AVOQWTIOC 0& «AVTIKEIUEVO», 08 ATIAG «U€TO» VI

™V €EVTINEETNOT) OLWVOTTIOTE OKOTIWYV, 1) O€ «AVTIKATAOTATO HEYEO0C».

Yo onuelo avtd oKOTIHO elval va Yiver e0IKT) avagQoQd 0To TROTWTIKA dedopEVA
vYelag aAAL KaL OTNV WDKOTEQN KATIYOQIX TWV YEVETIKWV dedOUEVWVY, 1 EVVOLOAOYIKT)
TEOOEYYLoN Twv oTolwv éxel ektebel oto KepaAaio I g magovoag peAétng kat 1
emeepyaoia tovg ayyiCet Tov okANEO TvENVa TS avORWTIVIG AELOTIQETELAS KAl TOV
dkatwpatog otov WwTko Bio. H allompémnela mov xapaktneilet To &topo etvat peta&v
GAAwWV 1) eAevOepiar TOL KAl TO dikAlWHA VA KQATNOEL TIG TTAT|QOPOQLES TIOL AVAPEQOVTAL
OTNV LYEX TOL YIX TOV (DL0 KAL VA PNV T KATAOTNOEL TEOOPACIUX O€ TEITOVG. XUVETWG,
TO OCLVTAYHATIKO DUKALW A TNG TTROOTACIAG TWV TIQOCWTIKWYV OEDOUEVWV DEV TTEOOTATEVEL
0 ayaBo g TANogogiag aAAd v eAevbepia kat v avtovoula tov atopov. Ot
TIATQ0QOQRLEC TIOL avVAPEQOVTAL OTNV VYEX AVAYOVTAL 0TI OTEVA WIWTIKY opalpa €vog
TIEOOWTIOL KAL TAVTICOVTAL UE TNV TAVTOTNTA TOL KoL TV diax v Lwr) Tov ka1 avTiAnygm
avTN ATIOTUTIWVETAL OTNV évtaln] Touvg otV &I Katnyoola Twv evalodntwv

dedopévewv. H aliwon vy mpootacia twv dedopévwy vyelag evumdoxet 1on otnv

# YwtnoomovAog A. BaoiAng, H ouvtayupatu moootaoia twv mooowikwy dedopévwy, Exd. LdikovAa, 2006,
oeA. 55 e
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TEOOTACIX TOL LATOKOV ATIOQETTOV, ATIO TO OTIOI0 eTUEVOVTAL OL LATEOL (OTE VA PNV
aTIOKAAVTITOLV TIATQ0@OQLES TIOL aPoEOLV Tovg acBeveic Toug. To LKTEKO artdEENTOo €XEL
KaToXvowOel kL amd v eAANViKT) vopoOeotia (doOpo 23 tov AN 1564/1939 «I1epi Kwdikog
Aoknoews tov latouwcov EnayyéApatoc», ota apBoa 15 kat 18 tov BA tng 25-5/6-7-1995
«[Tepl Kavoviopov Iatokr)c Agovtodoyiag» kat oto &gBpo 13 tov Kwdwa Iatokrig
Aeovtodoylag, v. 3418/2005) kat elvat Adpeoa OLVLEAOHEVO He TNV évvolx TNg
WIwTkotTas, kabws amookomovv omnv meootacia twv dedopévwv tov acbevr). To
LXTOLKO aTdEENTO TEQUAaUPBAVEL TTANROPOQLeS, TTOL 0 aoBevrc €xeL epmiotevtel O (OLOG

OTOV lATEO 1 DATUOTWVEL O LATEOG 0T0 MAaLO0 pag e€€taong 1) Oeparelng. 4

Avtilotolxn okén datvmwvetat kat otn ZopPacn tov OPRLEd0Y, n omola kvEwONke
amo v eAANvikn BouvAr pe tov v. 2619/1998, émov oto apBpo 10 map. 1 e Zoupaong
mEoPAEmeTaL OTL OAOL €XOUV TO dIKAIWHA TOL OEPACUOV TNG TEOTWTUKNG TOug Cwr)g o€
ox€on pe NV TANEoEoEnon NG vyelag tov. AvaAvtikotega, 1 LZouPaoct tov OBLEdo
naEéxet éva Yevikd mAalolo v v meootaocia NG a&loTREMELAS TOV XTOMOL O& OXEOT)
HE TIG €QPAQHOYEG TG PLoAoyilag Kot TNG xTokng, eLOUICoOVTAG OELQA DIKALWUATWY, OTIWS
TO Dkl A TNG VTTOXQEWTIKT)G CLVALIVEOTG TOL ATOHOV YIX TNV ETEUPAOT 0TIV LYEla TOL
(40000 5) xat to dukaiwpa evnuéowong (aeBeo 10), evaw elvat a&loonuelwTo OTL eTITEETTEL
™V €EETAOT) TOL YEVETIKOU LVAKOU TOU avOQwTov HOVo Yix AOYouvg dlxyvwaong vOoou,
aviXvevong Yevetknc mEodk0eons 1) JEKTIKOTNTAC YIX VOOO KAl DLEVEQYELAG
ETUOTNMOVIKNG €0EVVAG OXETIKNG ME TNV VYElX Kal Lo TNV TEOVTO0e0N KATAAANANG
ovppovAevtiknig (aeBoo 12). Avtiotoxa, otov Kavovioud 536/2014/EE* yix T kAwvikég

dokiuég, dlvetal Wwiteon €upaon oTo dKAIWHUA TWV CLUUHETEXOVTIWV Y OEPAcHO TG

4 BA. Mnjtoov A., H mpootacia twv dedopévwv vyeiac, oe KaveAAdomovAov M., IavayorovAov @., BionOwot
IoopAnuatiopot IV: Aedopéva vyeiag ko Tevetwka dedopéva, exdooels Ilamalnon, 2019, oeA. 65. H
LTTOXQEWOT TIONOTG ATTOQQTTOL ATIO TOV LATEO ATIOPQEEL KL ATIO TN OX€0T) EUTUOTOOVVIG peTa&L aobevouig —
LTEOV KoL KLELWS amod TNV evdAwtn 0€om Tov acOevolg, 0 0TOI0G TIEOTEQXETAL 08 KATATTAOT) AVAYKT) KL ATO
TN DEOVTOAOYIKT) UTTOXQEWOT) TOL ATOV Vot oeBaoTel autr) TNV katdotaon.

47 https://rm.coe.int/168007cf98

4 Kavoviopocg (EE) aotO. 536/2014 tov Evpwnaikov KowvoBovAiov kat tov ZupfovAiov, g 16nc Amoidiov 2014
, YW TIG KAVIKES DOKLUEG PAQUAKWY TIOL TTRO0QRILOVTAL Yt TOV AVOQWTO KAL YL TNV KATAQYNOT) TG 0d1Ying
2001/20/EK (&0Bocx 3, 7 kot 93),

AwxOéopo oe: https://eur-lex.europa.eu/legal-content/EL/TXT/PDF/?uri=CELEX:32014R0536
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CWUATIKTG KALPUXIKTS TOUG AKEQALOTITAG, TO dIKAIWUAX TOVG Y WLwTikT) Cwr), kaBwg Kat

TNV TROOTAC A TWV TEOCWTILKWY TOUG DEOOUEVWV.

[Tepattéow, vmagxet mAovowx vouoAoyia tov EAAA mov avayvweiCet otL ot
TANQOPORLeC oL  ava@égovtat oty vyela avipetwniloviat weg dedopéva  mov
AVAYOVTAL 0TI OTEVA WIWTIKT) O@aloa TOL TEOCWTIOL KAl OXeTILOVTAL HE TNV TAVTOTNTA
kat v O ™ Cwr) Tov. H otevi) oxéon petalV dedopévwv vyelag kat tov duwtikov Blov
éxet avadeyOel otn vopoAoyia tov EAAA (BA. L.H. v. Latvia, no. 52019/2007)*, to omolo
£KQLVE OTLT) TIOOOTACIX TWV TTROTWTIKWV dedOUEVWV KAL, 0N, TV dEDOMEVWV vYelag etvat
OepeAwdoug onuaciag yiax v &oKNOT TOL dIKALWHATOS OTOV WOWWTKO Bio (deBo 8 tng
EXAA), eve 1 amtokaAvn evaloOntwv mANQ0QooLV oxXeTIKA e TNV vyela magaPLalel To

dukalwpa otov Wuwtikod Pio.

[TapdAANAa, 0 avaBewonTucog vopobétng avayvwellovtag to edkd BAQog Twv
YEVETIKWV 0edOUEVWVY O€ OX£0T e Tt btoAoma dedopéva vyeiag, mEoéPn to 2001 oe
EOKOTEQT KAL ONTI] KATOXVOWOT] TNG YEVETIKNG TavtotnTag pHe t0 &pbo 5 map. 5 tov
Yuvtdypatos. Onwg, éxet dn AexOel omnv magovoa peAétn ta yevetka dedopéva
eUPaVICOVV IALTEQOTNTES O€ OXE0T HE Ta dedopéva vyelag, e Ta oTtola dev TarvTiCovTa
niavtote, kabwg mapéxovv TANEOPORies Y yevetucés mEOdOEéoels aAAd kal yx
toltovg. To apBo 5 ma. 5 Tov LVVTAYHUATOS CLVOEEL AVATIOOTIAOTA TNV TIEOOTACTLX TNG
LYELXG KAL TNG YEVETIKNG TAVTOTNTAG £VOG TTOOOWTIOL [e TNV eAevBepia. Katoxvowvel to
dkalwpa TEOoTACIAG TNG LYELAS KAL TNG YEVETIKTG TAVTOTNTAS WG dIKALWHA ATIOXT)S AXTIO
kA&Oe emépPaon oTNV TMEOCWTIKOTNTA, T CWHATIKY KAl PUXIKT] AKEQALOTNTA KAL TNV

eAevOepla tov.>

Awxtoéxovtag ovowwdn onuela TG PLONG TV TEOCWTIKWV dedOUEVWY Kol
EWKOTEQA TV  TIQOOWTIKWV OedOUEVWV  VYEIRG KAl TWV YEVETIKWV dedopévwy
avTAauPaveTal Kavelg T onuacia e mMEooTaciag Toug Kat HEoW TNG CLVTAYHATIKNG
KATOXVOwWOT)G Touvg. H OepeAiwon tng alwong amopentov kot moootaoiag twv dedOUEVWV

vyelag oxetiCetal AQENKTA e TNV TEOOTACIA TNG AVTOVOUIAG TOL TEOCWTOV, KaOwg 1

4 https://hudoc.echr.coe.int/fre#{%22itemid %22:[ %22001-142673%22]}
5 IMamagonyomovAov I1., Eounvela dpOgov 5 map. 5, oe LrvgdmovAo @, Kovtiddn E., AvOdmovAov X. kat
I'epametoin I'., Zovraypa — Kat” &pOgo eounveia, 2017, 0. 127 em.
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ATIOKAAVYPN TTANEOPOQLWV TIOL APOQOVV OTNV VYR TOL 1) T YEVETIKY] TOV TALTOTNTA,
ekOéTeL Ta ATOPA 0€ DAKLVOVVELOT] TWV OUUEPEQOVTWYV TOVGS, MOAVES DIAKQIOELS KAl KAT'
ETIEKTAOT) TIEQLOQLOMO TwV eTAOYwWV TOLG. I'tveTatl avTtiAnmto 0Tl 0e Hx kowvwvia Tov
xapakTnEiletar anmd paydaia TeXVOAOYIKY) aVATITUEN Ol ATALTNOELS TEOOTACIAG TWV
TIEOOWTUKWYV deDOUEVWY dlkws avéavovtal, Wiwg otV MeQIMTWON TOL dLVAUIKOV

PNELaKov HETAOXNUATIOMOV TNG LYelag.

Qo1600, 0TS Bt avaAvOel OTIG €MTOPEVES EVOTNTES TO DIKALW A OTNV TTEOOTAC X

TWV TEOOWTIKWYV dEDOEVWYV OeV elval amtOAvTO.

2.2. H eme€epyaoia Twv dedopévwv vYelag KAl TwV YEVETIKWVY dedopévwv amd tov
I'KIIA

[Towv Vv magovoiaon tov Vvéov mAawolov Tov OeomiCel O TQEOTELVOLEVOS
Kavoviopog EXAY yix tn devtepoyevr) xonon twv NAekToovikwv dedopévwv vyelag yux
OKOTIOUG €0evvag, elval KEIOWWO va TROCEYYIOOVHE KAl V& aVAAVOOUUE T KEVTOLKA
XAQAKTNELOTIKA TOL QUOULOTIKOV TTALO{OV TTOL dLéTeL TNV eTeEQYATIX TWV DEDOUEVWV
Ywx okomovg €pevvag LMo o mElopa tov T'evikov Kavoviouov Ilgootaciag twv
Aedopévwv (I'KIIA). OTKIIA etxe évav d1tté 0T0X0 agpevog tn dlevik0ALvvoT) TG eAev0eQENg
KUKAOQOQIag  dedopévwy  MEOCWTIKOU  XAQAKTIOK,  OULUTEQUAUPavVORéVNG  TNG
dLAOLVOQRLAKTIC AVTAAAXYTG, KAL APETEQOL TNV TIROOTAT A TWV BEUEALWDWDV DIKALWUATWY
KAl eAeVOEQLIOV TWV QPUOKWOV TEOCWTIWV 000V APOQA TNV WiwTikn touvg Cwn (dobgo 1
I'KTIA). Ta xpatn péAN elxav T dvvatotnta HéOow ENTEWV efeldikevong va
TIEOOAQUOCOVV TNV EPAQHUOYT] OQLOUEVWY TTUXWV TOU KAVOVIOUOU oTnv 0vikr) toug
KATAOTOOT).

Emionuatvetat 0Tt o mpotetvopevos Kavoviouog vy tov EXAY dev avagépetal oe

vrokeipeva dedopévwv 0mws o I'KITA aAAa o€ puowd mMEoocwna.
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2.2.1. H ovvaiveon wg vouiun Baon yia tnv emeegyaoia twv dedopévwy vyeiag

O Tevukog Kavoviouode Ipootaoiag TNopoowmuwawv Aedopévwv 5! evtaooel ta
dedopéva IOV APOEOVV TTNV LVYELX TOL TIEOOWTIOL O& «EWOLKT] KATNyopla dedopévav» Tov
&p0pov 9 I'KIIA, 1)tot ot «evatloOnta dedopévar, 11 CLYKEVTOWOT] KAl 1] a&loTonoT) Twv
omolwVv eyelpet coPaEOVSE TEOPANUATIOHUOVG AVAPOQIKA e CNTIHATA WIWTIKOTNTAG Kol
ATIOEONTOV OXETIKA HE TN XOTOT] TG LXTOKNG TTAT00@POoQiag attd dNUOCLES Kol WOWTIKES
ovVTOTTES. LTV Dl Kt yopla evidooovtat kat ta yevetika dedopéva (ap0o 4, onuelon

13, 14, 15 I'KIIA) ta omolar amoAapfavouvv tov 0o Baduo mpootaotac.

H vrtaywyn twv dedopévav avtv otnv Katnyopia twv «gvatodntwv», dnAwvet
Kat Vv 1Eo0eon Tov vopoBétn va Béoel éva LlOXVEOTEQO TIROOTATEVTIKO TAQIOIO Kot
AVENUEVES £YYVTOELS Y TNV ACKTOT) TOL JIKALWUATOS TTATQ0QOQLAKOU AUTOKAO0QLOUOV.
H evioxvpévn moootaoto aviavakAd agpevog v waitepn onuacia mov amodidetal ota
dedopéva TG VYRGS Y TNV TEOOTACIA TNG WIWTIKOTNTAS, EVW N a&lwoT ATI0QE1TOL TWV
dedopévwy TG vyelag avTavakAd TNV avAaykn TEooOTAolag NG AUTOVOUIAG TOov
neoowTov. TovTo duxaivetal KL amo TO YeYovog OTL OL LIXTEOL o@elAovy va TNEOVV He
EVAABELX TO LATOIKO ATTOQONTO KAL VA NV ATIOKAAVTITOUV TTAT)Q0QOQLES TTOL AIPOQOVV TOUG
aoBeveic Tovg. Zoupwva pe to dpbpo 13 tov Kwdwea Iatowrg AcovtoAoyiac® «o tatpoc
opeider va tnpel avoTnpa amoAvtn exeuvlela yia 0moL0dNTOTE OTOLXELO VTTOTUTTEL OTNV
avtiAnyn Tov 1 Tov anokaAvmter 0 acbevnc 1) TpiTol, 0TO TMA®IOLO TNG AOKNONG TWV
KaOnKovTwy Tov, Kat To omolo apopd otov acOevn 1 Tovg otkeiove Tov». H avwtéow dudtalén
ETUOLWKEL T dNULOLEYIX EVOS KAIUATOG eUTILOTOOVVTG HETALD lrTQOV kot acOevny, kaBwg
deopevel TOVG emayyeApatieg vVyelag wg mEOS TN daPLAALT TNG WWTIKOTNTAG KAL TNV
TEOoTACIX TwV dedopévwy vyelag. Ot paydaleg texvoloykéc e&eAilelg emitetvouv v

AVAYKT Yx T Onuoveyila evog meQBAAAOVTOS €UTIOTEVTIKOTNTAC TIQOKELEVOL VA

51 Kavoviopde (EE) 2016/679, yi tv mQootaoia TV QUOIKWOV TIROOWTIWY EVavTL TG emeeQyaoiag twv
OedOEVWY TOOOWTIKOV XAQAKTIOA KAl Yix TNV eAev0eQn KLKAOPOQIA TV dEDOUEVWV AVTWV KoL TNV
kataoynon e Odnyiag 95/46/EK (T'evikds Kavoviouos yux v Ilgootaoia Aedopévwv) https://eur-
lex.europa.eu/legal-content/EL/TXT/PDF/?uri=CELEX:32016R0679

52 T yevetika dedopéVa CUVIOTOVV DeDOUEVA VYEIRG HOVO e@OOOV OXETILOVTAL AETR T) EUHECA HLE TV VYELX.
BA. Opdda Apbgov 29 (Ouada Egyaoiag yia v mpootacia dedopévwv), Eyyoago egyaoiag yia ta yevetued
oedopéva (2004), oeA. 5 em, AwxOéowo oe: https://ec.europa.eu/justice/article-29/documentation/opinion-
recommendation/files/2004/wp91 en.pdf

53 Nopog 3418/2005, Kabducag Iatokric AeovtoAoyiog (PEK 287/A/28112005).
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amopevxOoVV 0OPBAEC CLVETIELEG OTOV TOHEQ TV OEDOUEVWV VYElG Kal va eEaopaAlotel

N MEOOTACIA TOVG ATO VEEG TTEOKAT|OELC. 5

210 mAalolo avtd, 0 EVWOlaKOS VOHOOETNG evTdooel T dedOEVA VYElG Kal T
YEVETIKA 0eDOUEVA OTIG EWOKEG KATIYOQLES, €KKIVWVTAG amtd TNV ATAYOQELON TNG
enefepyaoiag tovs. Qg emefepyaota opiletar «xaOe mpaln 1 oepd nmpalewv mOv
TIPAY UQTOTIOLELTAL UE 1] XWPLIC TN XPNOT QUTOURTOTIOLNUEVWY  uéowv, o& Ocdouéva
TIPOOWTILKOV XA PAKTIPQA 1] 0€ 00VOAQ OE00UEVWY TIPOOWTILKOV XapakTnpa, 0Twe 1 ovAloy1,
N xataxwplon, 1 opyavwon, n dwepOpwon, n arnobnkevon, n npoocapuoyn N n ueTapoln, n
avaxtnon, n avalntnon Anpopoptwy, 1 xpnon, n kowoloynon pe dtafipacn, n dwadoon N
kaOe aAAn popen dwabeong, 1 ovoxETION 1] 0 CLVOVACUOG, O TIEPLOPLOUOG, 1] Oty papn) 1 1
KataoTpo@n» . Qotdo0o, N amayoevor) dev etvat amtoAvtn), kabwg o Kavoviouog elodyet
Ut Oepa  eEalQédewV TOL  ETUTQEMOLV TNV  emeepyaocio dedopévwy vyelag e
TEOEEAQXOLOA TNV TAQOXT] OLYKATADEONG €K UEQOVS TOL VTIOKELUEVOL TV deDOUEVWY
Y v eme&epyaoia em’ avtwv. AAAwoTe, 1 ovykatdBeon kablepwvetal amnd to &pgo 8
oL XOA, ¢ 0 HOVOS VTTOXQEWTIKOS Y Tat K-U AOYOS AQOEWS TOL adKOL XAXQAKTNQA TG
emeepyaoiag dedouévwv.® H ovvaitveon gaivetal va amoteAel tov muonva 0Awv twv
TEOOEYYIoEWV AAAKX KAL TV €Y YUTOEWV IOV TTROTEVOVTAL YL TNV TTQOOTATIA TOL ATOLOV
EVavTL TG eTe€EQYATIAG TWV TIROOWTIKWV TOL dedOUEVWV.

Ooov agopa To eTITEEMTO TG £MEEEQYATIAC TWV TTROTWTIKWV OeDOUEVWYV Ka, On,
TWV YEVETIKWV dedOUEVWY, QalveTal Vo eTUKOATEL 1] EQAQUOYT) TOL CLOTIUATOG Opt-in,
NToL Kat' aQgxnV 1N emefeQyaocia anayoQevetal, €KTOG €AV TO LVMOKEUEVO eTAEEEL TNV
ELoaywyn Twv deOOUEVWY TOL 0& avtv. 20T000, YiveTal avTANTTO OTLT) EQAQOYT]) EVOG
TETOLOV CLOTNUATOG O€TEL TTEQLOQLOMOVG OTNV €EEALEN TNG ETUOTNHOVIKNG €QEVLVAG TIOV

Paotletal og dedopéva.

5 Mntoov A., Evvowx kat mpoUmo0éoelg emeEepyaoiag Twv 0edoUEVOV VYELOS KOL YEVETUKWY DEDOUEVWY TTOV
T'evucod Kavoviopod Ioootaotiog TTpoowmnikawv Aedopévawv, oe Zupewvidov E. — Kaotavidov/ Knmovpidov K./
MnAanidov M./ Baoileiov M. (emup.), Iatown), Atkato kat Awdictvo, 2018, o. 171

5 Ap00o0 4 maxp. 2 ITKTIA

5% BA. XototodovAov K., Alkato ITpoowmucwv Aedopévwy, exd. Nopuer] BipAtoOnkn, 2n ékdoon), 2020
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H ovykatd0eon® moémel va OUYKEVTOWVEL T TOLOTIKA XXQAKTNQLOTIKA TIov O€Tel
o 000 4 (11) I'’KIIA, dnAadr) va etvar eAe00eQT), CUYKEKQLUEVT), ADXPLOPITNTN KAL €V
AN 0L emtyvaoet. Eva, Y ta dedopéva vyelag mpémet va etvat ka o) (¢pBpo 9 mao.
2a0 TKIIA). H doon g anayodpevong omneiletat otn PBoVANOCT TOU LTTOKEUEVOL TWV
dedopévwv Kat amoteAel ekdnAwon e efovoing avtodikbeong mov dwbétel kAOe

TIEOOWTIO KAL TOV DIKALWHATOS TTATQ0POQLAXKOV avTOKAO0QLoHOU TOoL. 560!

H ovvaiveon amoteAel v agemnoia OAwv v eyyunoewv Tov TEOTEVOVTAL Yo
TNV TIEOOTACIA TOL ATOHMOL KAL CLVIOTA T PACIKN] KAVOVIOTIKY] eTAoYT), kabws oto
EAANVIKO dlKAO Yx TNV MEOOTACIAX TWV TEOCWTIKWYV dedOUEVWY -aAA& KAl otV
nAeloyn@la Twv KEATWV HeAWV - N ANYmn ¢ ovyKatdOeonc TOU VTOKELEVOL TWV
dedopévwv amoteAel Tov kavova, wote va Oeweltat vopun 11 ovAAoyn kat emte&epyaocio
TEOOWTUKWYV  0edopeévwy. Q¢ ovykatabeorn voeltat 1 evUeQWHEVT] ovykataOeon
(«informed consent»), m omolax TeQLAaUPAvVEL TANQOQPOENOT] YIX TO OKOTO TNG
emefeQyaoiag 1 TIC KAt yopteg dedOUEVWY TIOV aPOoQd 1) eTeEQYATIR, TOVG ATIODEKTES
TV dedOHEVWY TEOOWTIKOU  XaQaktoa, kabwg kat To ovoua Tov vmevdvvov

emeepyaoiag. Aev agkel 0 00tNG, amMAWS, va ovykatabétel otn defaywyr) TS €0evvag

5 BA. AAeEavdpomovAov-Aryvrttikdov Evy., ITpoownikd Aedouéva, Nouwkr) BipAoOrin 2016, oeA. 87 emt. kat
IyyAeCaxnc 1., [poowmikd Aedouéva, Nopuc BipAtoO1)in, 2016, oeA. 96 emt. X1o eAAnviko dikaio n ovykatdOeon
anotelel ExQavon Tov cUVTAYUATIKOD OIKAIWDUATOC TIPOOTACIAG TG MPOCWTIUKOTNTAS KAOE Ttpoowrov, 0nwe
nipootateveTal 0to apHpo 5 nap. 1 Zvvtdyuatoc.

% BA. INavaryorovAov — Kovtvatlr) @., O Tevikog Kavoviopde v v Ioootaoia Aedopévwv 679/2016/EE:
Ewoaywyn kat Igootaoia Awaiwpdtwy, ekd. LdkkovAa, 2017, oeA. 43

¥BA. Mntoov A., O Tevikéc Kavoviouos Ilpootaciac Aedopévawv, véo dikaio — vVEEC VOXPEWOELC — VX
okatopata, ekd. LarkkovAa, 2017, oeA. 71.

60 BA. Mnjtoov A., Iatioiry EvOUvn ko BionOwer), exd. ILX. IaoxaAidng, 2014, oeA. 366, «To dikaiwpa tov
TIATIQ0POQLAKOD AVTOTIQOCOLOQLOUOV CUVIOTA TO OLVTAYHATIKO KAt aflokd LTOOTEWHA TG VOUoBeoing Y
TNV TMEOOTACIA TWV TROCWTIKWOV dedOUEVWY Kabwe KAl 1 mEootacia TG TATNQ0POQLAKTS WLWTIKOTNTAG
QATIOOKOTIEL OTO VA TTEOOTATEVOEL TO ATOLO TOTO WG TIQOS TOV TIOOTOLOQLOUO LUAS TIQOOTATEVOHUEVTS TQAIQAG
WIWTIKOTNTAG 000 KAL WG TQOG TN dLAKIVOUVELOT] TWV JKAWUATWV TOL Adyw NG KATAYQAPNS TWV
TTANQOPOQLWV.

01 Me 1t ovykataOeor) Tov avTr 1) pe TV dQVNOoT) TNG XO0QNYNONGS TNG TO VTIOKEEVO aokel TO dikaiwpa va
avtomEoodlopileTal mMANEoPogLaKd, 1) de TLXOV TapaPiaon Twv dedopévwy amd TElTov MEOoPAAAeL avTtd
aQIB@WS TO dkaiwpa TOov LTIOKEUEVOL TROG ovykatdOeor), BA. XoiotodovAov K., Alkaro Ilpoowmucwv
Aedopévawv, ekd. Nopuwr) BiBAo01kn, 2n éxdoom), 2020, oeA. 71

62 H yoamtr] kAt eVILEQWUEVT) OUYKATAB 0T TWV CULUETEXOVTWY LTINOEE avap@LoBriTnTa 1) to ovvnBopévn
vouwkn Baon Pdoet g omolag dukatoAoyeltal VoUkA 1) emeEeQyacia dedopévwy VYElRS KAl YEVETIKWOV
dedopévwv yia Poiatoun éoevva oe avBowmovc. BA. Yxet. Santa Slokenberga, Olga Tzortzatou, Jane Reichel,
GDPR and Biobanking Individual Rights, Public Interest and Research Regulation across Europe, Springer, 2021, Available
at: https://link.springer.com/book/10.1007/978-3-030-49388-2,
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aAAG Ba mEémel emimEooOétwe va €xel AdBeL oagr]) eVNUEQWOT OAWV TWV TAQAUETOWV

¢ teAevtalag.® Inpeiwtéov 0TL ) ovykataOeon pmogel va avakAnOet omotedrmote®.

H modten), eAev0epn, kKATtOMIV eVHEQWOT)S KoL QNTI) CLVALVEDT) TOL VTTOKELUEVOL
ovviota analtnon xkat oty Owovpeviky) Awkrnovén mg UNESCO  yuix ta yevetka
dedopéva tov avOowmov (ApOpo 8). Avtiotolxa, ot LOpPaocn tov XuvpBovAiov g
Evowmmc yux ta AvOowmiva Awawpata kat ) Blotatower) (4000 5 oe cuvdvaouo pe to
40000 12) mpoPAémetat vtoxeéwon ovvaiveone. Evaw, ovppwva pe to dpbgo 3 tov Xado
OcpeAlwdOV AKAWUATWV 1) «eAe00eQN KAl €V EMIYVWOEL oLVALVEOT)» EYYLATAL TO

ducaiwpa TOL TEOCWTIOL OTN CWHUATIKT) KL DLXVONTIKN AKEQALOTNTA.

I'tvetat avtiAnmto, ot 1o e0POG KAl 0 TEOTOG CLVALVECTC TWV VTOKEEVWV TWV
dedopévwy vyelag etval kploa Wlwg otnV MEQITMTWOT MOV 0L CLAAOYEG peyYAAwV
dedopévwy elval «devtegoyeveic» %, ovykpotovvTatl dNAadr amo 1)dn LVITAQXOVOEG
HUkQOTEQEG OVAAOYEC, OTIWS CLUPALVEL CLXVA OTO TARLOLO TNG ETUOTNHOVIKTG £0ELVAC KAL
OTNV €QAQHOYT] TNG ATOKTG akQLBelng. AKOUT KL edV TO VTIOKEIEVO €XeL dWOEL £YKLQEN
ovvatveon ywx T OLAAOYN Kol eMeEEQYAOTIX TWV YEVETIKWOV TOU OedOUEVWV VI
EQELVNTIKO OKOTO, dev  &lval avtovonTo OTL 1) ovvalveon avt) KaAVTITEL TIG
«devtepoyevelc» oLAAOYEG, TOug pEAAOVTIKOUG okOmoUg kat Tig xonoews. H agxikn)
OLVALVEDT) TOV VTIOKELEVOL 0T OVAAOYT] Yix évav OKOTO deV apKel AVEL ETEQOVL Y Vo

voutporomOet kaOe eldovg epevvn Tkt XOT)0T).

63 BA. Johnsson Linus, Gert Helgsessin, Mats G. Hansson and Stefan Errikson, Adequate trust avails, mistaken trust
matters: on the moral responsibility of doctors as proxies for patients trust in biobank research, Bioethics, Blackwell
Publishing Ltd, 2012, p. 7 -8,

Available at:

https://www.researchgate.net/publication/225289110 Adequate trust avails mistaken trust matters On the m
oral responsibility of doctors as proxies for patients' trust in biobank research

0 Aev vplotatal, OpwS, VTOXEEWOTN NG PLOTEATECAS VA KATAOTOEPEL EQEVVITIKA EVENUATA TIOL €XOLV
arortnOel, VO TOV BP0 OTL Ta dedOUEVA TIOL TEQLAAIBAVOLY, EVOWUATWVOVTAL & aBQOL0TIKT) HOEPN XWOIC
OLOXETION HE TO OVYKEKQLUEVO TEOowTo, BA. ExOeon EOvkrg Emutporric BionOumc & TexvonOuwric «I'ax
Xxonon avBowmivov BLOA0YKOU VALKOD otV égevva Ko Ty douvot) Blotoarelwv»

65 Xonotpomolovpe Tov 600 "devteQoyevng €oevva” Y va avapeOoUE 0TNY QeUVA TIOL DLEEXYETAL e TN
X0MoT) dedOUEVWYV 1) BLOAOYIKWY DeLYUATWVY TIOL OLAAEYOVTAL elTe: i) Yo egevvnTikéc peAéteg aAAeg amd TV
TIQOTELVOLEVT) €Q€VVA €lTe ii) Y U1 €QEVVNTIKOVG OKOTOVS, OTwS 1 KAWIKY) TepiBaAym. H devtegoyevrig
éoevva elvat onpavTikr] yia TG Brotedreles kat TG Todmeleg dedopéVwY, oL 0Toleg datnEovV Prodelypata
KOL OUVODEVTIKA (PALVOTUTIKA KoL ONHOYQXPIKA dedOUEVA Vit DLAVOLT) 0 AAAOVG €QELVNTES YA OKOTIOUG
devTEQOYEVOUGS €QEVVAC.
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Emionuatvetatr ott o I'KIIA dev avagépetal ontd oTn «devTeQoYevn) XoNon» TV
dedopévwv. Lrov I'KIIA o mo ovva@rc 60og OTn «devTEQOYEVT] XONON» dedOUEVWY
TIEOOWTIKOV XAXQAKTNOA Elval 1 «TeQaUTéQw eTeEeQyarior OedOUEVWV TIQOOWTILKOV
XAQAKTNOA, KaitoL ovTe avTog 0 000g amotvntwvetal onta otov I'KITA. Ouwg, pe Baomn v
artoAoykr) okédn 50 tov I'KITIA umopel va ovvaxOel otL 11 mepatépow emeEeQyaoin
AVAPEQETAL OTNV «eTeEeQYAOTix OeDOUEVWV TTIQOOWTIKOV XAQAKTIOA Yot OKOTIOUS AAAOLG
amd eKEVOUG Ylx TOUG OTIOIOUG T dEDOHEVA TIQOOWTIKOV XAQAKTNEX OLAAEXONKAV
apxka». H xatavonon tov katd mooov pix devteQoyevig Xonon dedouévwy ouvioTd
«meQatéQw emelepyaoio» ovppwva pe tov I'KIIA éxer peyaAn onuaoia, kabwg €xet
ONHAVTIKO AVTIKTUTIO 0TOUG QOAOUG KAl TIG eVOVVES TWV HEQWV TIOL EUTTAEKOVTAL OTNV

emeepyaoia dedopévwV.

H ene€epyaoio twv yevetkwv dedopevwv démtetat amod T agyés tov I'KTIA, dmwg
avtég katoxvowvovtat oto &pOpo 5 tov I'KIIA, pe mpoeEagyxovoa v aEXr) TOL OKOTOV,
oUM@wVa pte TNV omola dev emitoémetal 1 emeEeQyaoio dedOHEVWV YIXx OKOTOUG W)
OLHPATOVG TIEOS AVTOV Yl TOV oTtolo LTTEPANONCAV aPxikws Y emefepyacia®. Avo
a&loonuelwteg eExlQéoels, 0TI OTtoleg deV LOXVEL AVTN 1) YEVIKT] ATIYOQELOT) ACUUPATNG
TEQATEQW  eTeEeQyaoiag elval otav 1n mepaTéow emefeQyaoia Paciletan i) ot
ovykatdBeon Tov LTIOKEMEVOL TV dedouévwv- 1) ii) oe «vouo te Evwong 1 kodtouvg
HEAOLG TtoL amtoTeAel avarykalo Kol TTEOTPOEO UETEO O€ UL ONUOKQATIKT) KOLVWVIX YL TN
dLoPAALOT), IWS, CHAVTIKWV OTOXWV YEVIKOV ONUOCIOL CLUPEQOVTOC» (dQOQ0 6 TtaQ. 4
I'’KTIA).

[TapdAANAQ, e eyyvnon Yx TNV TEOOTACIA TWV OIKALWUATWY TOV VTTOKELUEVOL
Aettovgyel n apxn ¢ eAaxtotomoinong, kabws oVppwva ue tov Kavoviouo ta
MEOoWTIKA dedopéva amarteltal va etval KatdAANAa, ovvaen kat va megropilovtat
OTOUG avaykalovg okoToUg yix Toug omolovg vmokevtat oe emefegyaoia. H apxn g
eAaxlotonoinong amoteAel eOWKOTEQN £KPAVON TNG AOXNS TNG AVAAOYIKOTNTAS KAl TNG

apxNS ¢ avaykadttac?, kabwg o vevBLvvog emelegyaoiag Oa TEEmeL va TteQLopilet

0 ApBpo 5 maxp. 1 B I'KTIA
7 ATO TNV aQX1] TG AVAYKALOTNTAS ATIOQEEEL 1) «EAXXLOTOTIOMNON TWV OEDOUEVWV» KAL O «TIEQLOQLOLOG TOV
Xoo6vov eme€eQyaoiac»
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mv emefeoyaocia Twv dedopévwyv oe O0a MAQOLOLALOLV AHEOT] OCULVAPELX TQOS TO

OUYKEKQIUEVO OKOTIO,

H pé00dog ovoXeTIOHOU YEVETIKWV TAT)QOQOQLWV TIOL EQAQMOLETAL OTO TTAALOLO
G ATEIKTG akQBelag 08 oLVOLAOUO e TNV AVAYKI ETMELEQYATIAG KAL OVAALOTG
HEYAAWV DEOOUEVWYV VYElRG, TTROEQXOHEVWY aTtd dlxoeTucés TnYEG (A.x. HMY, kAwvucég
ONMUELWOELS, BLOAOY KA KAl YOVIDIwHATIKA dedopéva) kablotd oagég otLta dedopéva tov
XONOLUOTIOLOVVTAL YIX TOUG OKOTIOUG 1TNG XTOWKNG  akQBelag €XOouv  ONUAVTIKT)
HaKQOTIQO0 oM Kot TOAVTIAELET) XONOUOTNTA, TIOAD TTEQO ATIO T CLYKEKQUUEVT] KALVIKT),
dlryvwoTikn 1) €0eLVNTIKY] XONON Yiax TNV omola oLAAEXONKav apxka. ()¢ ek TOUTOL
eyelpovtal coPaQd QWTNUATA Y TO €AV OUHUPAdICEL 1) TTOOODOG TG PLOIXTOLKTG £€QEVVAG
KAL TNG LXTOIKTG akoPBelag pe v tronon twv OepeAlwdwv agxwv tov I'KIIA, émwg n
aQX1] TOL OKOTOV® KAt 1 a1 NG avarykaotntas. H moAvmAokdtta mov xapaktneilet
™V €Qevva TIOL OLEEAYETAL OTO MAAIOIO TNG LATEKNG akQBelg o oLVOLACHUO UE T
devteQevoVO EQEVVITIKT] XOTOT), kOO Td dLoX €T TNV €K TTEOOL{OL TTEOPAEYN OAWV TV
EQEVVNTIKWYV OKOTIWYV, YIX TNV €MiTEVEN TwV 0Tolwv oLAAEyeTal kaOe QopA HeyYAAOg

O0YKOG BLOAOYIKWV DElYHATWYV, WOTE OTIAVIWG UTIOQEL VA eEaopaAiloTel edwKr) cvvatveor).

[Tegattéow, 1 amaitnon ek véov edwne ovvaiveons ywx kdbe evdexopevn
petayeveoteon HeTaBoAr] tov okomov, mEoUToBétel v avalntnon kdbe Qoo Ttov
EKAOTOTE VTOKELHEVOL TOL dedoUéVoy, dadikaoior xoovoBoOoa Kol ATO OLKOVOULKNG KAL

AELTOVQYIKNG ATTOYNG ACVEQOQN.

2.2.1.1. To eVQOG TG CLVALVEDT)G
Zanv mEoTYOUHEV EVOTNTA KATEOTN Oa@EG OTL TO HOVTEAO TNG ovvalveong peTa

amd evNUEQWOT), TO OTIOI0 TEOEQXETAL ATIO TNV KALVIKY] TOAKTIKY] KAl €XEL HAKQX

6 BA. Yrtoonueiwon 60

0 Améd uovn v a&iwon vy VTaeén okomov otV eme£eQYATIX TAQETETALT) ETUTAYT] YIX AVAAOYIKOTITA TTQOG
avtdy, YU autd KAl OUXVA YIVETAL OCUVWVOUWG AGYOS Yot «aQXl] TOU TEQLOQLOHMOV TOL OKOTIOU» TG
emefepyaoiag, PA. K. XolotodovAov, om. .
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TIAQADOOT) OTOV TOHEX TOV LATOLKOV OLKALOL TTOL ATIOOKOTIEL OTNV TTQOOTACIA TWV ATOUWV
aTtd TIG EQEVVNTIKES TIAQEUPBATELS, de PALVETAL VX AELTOLQYEL TTAVTA OTNV TEQITTWON TG
Blotatokng €pevvag Kat g LXTEKNG aKkQBels, WIwg OTIS TMEQLTITWOELS DEVTEQOYEVOUG

EQEVVNTIKNG XONONG.

Zrto mAaiowo avtd éxovv motabel dapopes evaAdaktikéc pébodol cvvatveong,
miov Oa epaguOlovTal EWKA TNV TEQITTWOT) TNG OEVTEQOYEVOUS XOT)OT|S TIQOOWTIKWV
dedopévwy vyelag Kal YeVETIKWY 0edOUEVWV YIX OKOTOUG €Q€LVAC, UE OKOTIO TNV
LTTEQPAOT) TWV DVOKOALDYV, TTOV CLVAVTWVTAL OTO HOVTEAO TNG «OLVAIVEDTG VOTEQR ATIO
TtAN0opOENON» («informed consent»). Q¢ pix evaAAaxtikr) péBodog cvvaiveons yax v
emeepyaoia dedopévwy vyelag Kat YeveTikwy dedopévwy, éxet mpotabel n «etkalopevn
ovvatveon» («presumed consent»), KAXT& TNV OMOlX TA VTOKE(HEVA TWV OEOOUEVWV
Oewpeltat 0Tl éXouvv ovvalvéoel owwmNEA Ywx kaOe peAAovTikr) xonon twv dedopévawyv
TOLG, dLATNOWVTASC OTO AKEQALO TO dIKAIWUA TOLG VA ATtOOVEOLY Tax dedopéva touvg (opt-
out), oe omowxdNmote PAaom NG épevvac. Qotooo, 1) HEO0OOG avTr] X el APKETOVG ETUKQLTEG,
oL oTtotoL vrtootnEiCovv 01l ovviotd evOeix TTEOOPBOAT NG avTodLXOEOTC TOL ATOUOV,
k0w T0 dTtopo vroTiBetat OTL oVVALVEL VI €QEVVNTIKEG XONOELS TIOV EKPEVYOLV TOL
eAéyxov kat g Yvworg tov. TTepaitéow, iwg 600V apoQd T HeTAYEVETTEQT) ATIOCLOOT)
Yevetikwv dedopévav (A.X. BloAoykwv detypdtwv) kabiotatat dvev avtikelnévov, kabwg
T EQEVVNTIKA amtoteAéopata €xouv 1101 dgopoAoyn0el.77! Eva, 1) mpdtaom Y ev Aevkw

TIATQ0QOENUEVT CLVALVEDT) DEV EXEL TIA KAVEVAV VTIOOTIOUKTN.”?

[Tio amoteAeopatikny AVON, WS TEOG TN OXTPAALOT] APEVOS TNG AELTOVQYIKTG
EPAQUOYNG TING PLOIATOKNG €0€VVAC KAL TNG LAXTOLKTG akQUBelag KL agetéQov Tng

TIEOOTACIAG TWV VTMOKEIHEVWY TWV YEVETIKWV dedOUEVWY, TOOKQIVETAL TO HOVTEAO NG

70 BA. EOvikr) Erutgomt) BionOwr), ExOeon yux ta «MeydAa Aedopéva (Big Data) otnv Yyeio», oeA.9-11.
AwxOéouo oe: https://bioethics.gr/api/files/download/1499/REPORT Big Data FINAL GR.pdf?attachment=false
71 Yopgwva pe v ‘ExOeon e EOviknc Erutoomic BionOuaic & TexvonOunc «'ix ) xonjon avOowmivou
ProAoyuod VAoV oty égevva kat TNy douvon Plotarnelwv», «Aev vpiotatal, Ouws, VTOXPEWOT TNG
BrotpamneCac va kataotpépel epevvnTikg evpruata mov éxovy anoktnOel, v Tov 0po 0TL T dedouéva mov
niepLtAapfavovy, evowuatwvovial o€ afpoLoTiKn HopP Xwpic Vo XETLON UE TO CVYKEKPLUEVO TIPOCWTIO»,

72 «Eixe vriootnexOel oto mapeAOOV amd Beoukovs @oelc 6Tws o Iayroouiog Ogyaviopdc Yyetag (TIOY)
Yioe TN XO1oT) YEVETIKOU delyHaTog oe peAAovTucég égevveg, dev vmootneiletat i ovte arnd tov do tov ITOY,
KBS €KQLVE TEAIKWGS OTL YL TIC HEYAAES PATELC YEVETUKWV DEDOUEVWV 1) EV AEUKW oLVAVEDT) elval eTAQKNG
HOVO 0TV MEQIMToT Tov ta dedopéva avwvupomolovvta, BA. Yroonuelwon 1
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«gvpelag ovvatveonc» («broad consent»), Baoet Tov omolov T vToKElpEVA TWV DEDOUEVWY
dtvouvv ) ovykatabeoT] TOvg KAT& TN OLAAOYN TWV dELYUATWY KAL DEDOUEVWV TOUG, OXL
YWt €V OUYKEKQLUEVO EQELVITIKO OKOTIO AAAG KAl Yior HEAAOVTIKOUG £QEVVNTIKOVG, TTOV

KQTA TN OTLYHT) TNG ovbvaiveong dev fjtav duvatd va TeoPAepOovv.

H evpela ovvaiveon magd Tov MEOPANUATIOUO TIOV €YEIQEL ) ATAPELX TOV €VQOVG
NG, PALVETAL VO ATIOTEAEL TNV TTOOOPOQATEQN ETUAOYT] Yl TNV TEQITTTWON TNG BLOIATOLKTIG
éoevvag, kabws aPevog ATIOTEETEL TOV AT@PUKTIKO TEQLOQLOUO TWV EQEVLVNTWV OTOV
AQXIKO OKOTIO, TTQOXYOVTAG TNV ETUOTNHOVIKT] £0EVVA, APETEQOL TIAQEX EL ETMAQKT) EXEY YL
Yot TNV MEOOTATIA TwV OVHUETEXOVTWY dotwV”e. H evpela ovvatveon vrootnoiletatl amo
™ 0LeOvr) BBAOYoapia ws kKataAAnAdtepo eldog ovykatabeong, kabwe otn PlolaToikn
éoevva ta dedopéva vyela Twv dOTWV TEETEL Vi elval akQLBT) KAL VO €TTKALQOTIOLOVVTAL

otav elval amapaltnro.

Towa moooéyylon gatvetar va vioOetel kt o I'KIIA, otnv okéyn 33, exkivwvtag amo
™V maEadoxr) ot «Xvxva, dev eivar dvvatov va mtpoodlopileTar TANPwS 0 OKOTIOC TNG
enelepyaciac Twv OeO0UEVWY TIPOOCWTILKOV XAPAKTIPA VI OKOTIOVG ETUOTNUOVIKNG EPEVVAC
KT TOV Xpovo oVAAOYNG Twv 0e00UEVWY», aVAPEQOVTAG €V OLVEXEIX TN duvaTtodTNTA
TIXQOXNG YEVIKT)G CLVALVEDT)C TOV VTIOKELUEVOD TWV DEDOUEVWYV YLt OQLOEVOVS TOUELS TNG
éoevvag 1 HOVO Yix T HEQTN TWV E€QEVVNTIKWY TIQOYQAUUATWY TOL YVWEICEL KaT& TN
oty g ovvaiveonc. H okéym 33 oe ovvdvaouo pe ) dixtaén tov apboov 5 map. 1 B
I'KIIA meQl H1N €QOAQUOYTNG TOU TEQLOQLOMOV TOL OKOTIOU OTNV TEQPIMTWOn Tng
ETUOTNMOVIKNG é0evvag kablepvouy éva HoVTEAD evgeing ovvaiveong oty Tepimtwon

drefaywync Protatoikrc épevvac. Iepattéow, oe cuvdvaouo pe Tig oképelg 1567 ka 15775

73 ExBeon g Evownaiknc Emtpomi|g «Biobanks for Europe, A challenge for governance», §7.4.1, oeA. 51,
AwxOéopo oe: https://www.coe.int/t/dg3/healthbioethic/Activities/10 Biobanks/biobanks for Europe.pdf

74 «O0 TEETIEL VAL ETITOETIETAL OTA KOAT UEAT) VA TAXQEXOLV, VTIO OLYKEKQLUEVES TTROUTIO0ETELC Kot e déovoeg
EYYUNOELC Y T LTTOKEIHEVA TV deDOUEVWY, TOODLAYQAPES KAL TIUQEKKAITELS OO0V APOQA TIG ATIUTAOELS
TANQOPOENONG KAl T dikAwpaTa dvebwong Kot dayoaprs, to dwkaiwpa ot Anon, 1o dkalwua
TLEQLOQLOUOD TG ETEEEQYATING,TO dKALWUA TTI) POQNTOTNTA TWV DEDOUEVWV KAL TO DKW avTITaENG Ktk
mv enefeQyaoio dEDOUEVWY TIQOOWTIKOV XAQAKTIOX YA OKOTIOUG aQXelofétnone moog to dnuooio
TULUPEQOV, OKOTIOVG ETILOTIUOVIKT|G 1) LOTOQIKT|G €QEVVAG 1) OTATIOTIKOVUS OKOTIOUG. ».

75 «Xuvdvalovtac MANQOEPOQLEC ATtO UNTOWA, OL €QEVVNTES HTIOQOVV VA ATIOKTOUV VEEC YVWOELS UEYAANG
onuaoiog 000V apopd dLadedouéves MTBOAOYIKEG KATAOTAOELS OTIWS KAQDLXYYELAKA VOOT|UATA, KAQKIVOGS KAl
kataBAWm. Baoel twv unToowy, T AmOTEAEoUATA TWV EQEVVV UTOQOVV V& €VIOXVOVTAL, 0EDOUEVOL OTL
otmoellovtat og evEUTEQN TANOLOULAKT PACT).
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tov I'’KITA emitpémetain xoron g evpelac ovykatdBeong, 0tav 1) teAevtalo amoteAel )
voukn Baon v emefeQyaoia evaloOntwv dedOHEVWV TIOOOWTILKOV XOQAKTIOX YlX
ETUOTNMOVIKOUG  €QEVVNTIKOVG OKOTIOUG, ETUITEETIOVTAG TAQEKKAIOES OTar &V AOyw

ducatwpaTo.’s

EmmAéov, Oa moémel kavelg va dakpivel Tnv evgeia ovykatdOeon amd v A on
avowkTr) 1 vevikn] ovykataOeorn, kabwg n evoela ovykatabeon epaguoletar oe
OLVOLAOUO HE OVYKEKQLUEVT) DdIKATIAX TTOV DAOPAAILEL TNV €MOTTEIX KAL TNV €YKQOLOM
Yot LEAAOVTIKT] XQT)OT), TN CLVEXT] AVATEOPODOTNOT KoL TO DIAAOYO [Le T VTTOKEIUEVA TWV
DEDOHEVWYV OXETIKA HE TN HEAAOVTIKI] XOTOT), KAl M dladuKaoian Tov eTUITEETIEL OTOVG
OUHUMETEXOVTEC VA ATOOVEOLY Tar dedopéva Tovg. 7778 AfiCet va onuewwOel otL ot
LTTOOTNQIKTEG TING CLVALVECTG DLATLTIWVOLV TNV AToYT) OTLT) evEelar ovvalveon Oa mEémel
va OQewoeltar ovvatveon yuwx ) dakvBégvnor, 1tot éva eidog cvvaiveong oto va

amoaciCovv AAAOL YL TNV KATAAANAOAN T TNG ETMTAVAXONOLUOTIOMONG TWV delYUATWV.

Qotoéoo, moémet va eruonuavOel OtL 1 ovvalveon OTWS Kol 1 €Qevva, OV
TEQLOQLLOVTAL O€ ULt HOVADIKT) OTLYHT) AAAG ovvIoTOVV i dtapkn) dadikaoia. EEdAAov,
0 0€PAOUOG TNG AVTOVOULIAG TOV TQOOWTIOL EMITACOEL VA eEao@aAilleTal OTL ATIOPATT) TOL
TIQOOWTIOL CLVOEETAL KADE PO [LE TOV OKOTIO TNG £QEVVAC, WOTE OTIOLXDTTOTE ATIOKALOT)

amo T ENTY] KAt e ovvaiveor Oa meémet va e€etaletat pe TEOPANUATIONO.

TéAog, N ovykataOeon we vouun Paon enefepyaoiag dedopévwV LYELAS KAl TWV

YEVETIKWV 0edOUEVWV TLVODEVETAL ATIO OTUAVTUKES ETILPVAAEELS, WG TIQOG:

76 BA.TCwotlatov O., H mpootaoia twv dedopévwv otig Biotpameleg, exd. Hamalnon, 2019

77 Grady C.,Eckstein L,Berkman B.,Brock D.,Cook-Deegan R.,et al, Broad consent for research with biological samples:
workshop conclusions, Am. J. Bioeth. 2015, Available at: https://pubmed.ncbi.nlm.nih.gov/26305750/

78 Paulina Tindanal, and Jantina de Vries, Broad Consent for Genomic Research and Biobanking: Perspectives from
Low- and Middle-Income Countries, ANNUAL REVIEW OF GENOMICS AND HUMAN GENETICS, Volume 17,
2016, https://www.annualreviews.org/content/journals/10.1146/annurev-genom-083115-022456

7 Ciara Staunton, Santa Slokenberga & Deborah Mascalzoni, The GDPR and the research exemption:
considerations on the necessary safeguards for research biobanks, European Journal of Human Genetics volume
27,2019, pages 1159-1167, https://www.nature.com/articles/s41431-019-0386-5
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- TNV £KTA0T KAL TNV TIOLOTNTA TNG EVIEQWONG TOL VTIOKELEVOL TV dedopévay (Tildavn
dLOXEQELX KATAVOTOTG TWV TIREXOUEVWYV ETUOTNHOVIKWY TAT|Q0QOQLOV — YVWOTIKT)
aovppeTolo)®

- 1 ddkaola evtog NG omola Tapéxetal 1 evnuéewon, kabwg n oxéon acbevovg —
LTEOL XapaKkTnElleTal amd «avioooTiiar LoXVOc»8! yeyovog mov divatal va eMNEEATEL

™V eAevBegia aAA& Kot TO (D10 TO KVEOGS TNG oLYKATADEOTC.

2.24. H emefegyacia twv dedopévwy vYELAGS VIR OKOTOUG EMLOTIHUOVIKNG €QEVVAG

VMo to mEioua tov I'KIIA

O TKIIA mépav g ovykatabeong ewdyel erunmAéov efaéoelc amd v
ATIYOQELOT ETMEEEQYAOTIAG TWV DEDOUEVWV VYEIAG KAL TWV YEVETIKWV DEDOUEVWY, KAl

HAALOTa evelec.

Zro &pBpo 9 map. 2 Tov I'KIIA opiCovtal oL TEQIMTWOELS TTOL CLVETIAYOVTOL AQOT)
NG ATyOQEeLOTG eTeeQyaoiag Twv dedOUEVWY VYEIRG KL TUTTOTIOLOVVTAL OTIS €ENG

KQXTNYOQLEG:

o Ortavnenelepyaoia eivar anapalTnTn YL 0KOTIOVG TTIPOANTITIKIG 1] EMAY Y EAURTIKNG
LATPLKTG, LATPLKNG OLdYyvawong, Tapoxnc vyeovoutkne mepibainc n Oepameiac (Ap.
9 ntap. 2 (e) IKIIA),

o otavnemnelepyacia elvar anapaiTnTn Y A0yovg Onuociov oVUPEPOVTOS OTOV TOUEN
Tnec onuootac vyeiac (Ap. 9 nap. 2 (0) I'KIIA)

o oOtavn enelepyaoia elvar aTMAPALTNTY Y OKOTIOVG apXEL0OETNONG TTPOC TO ONIOTLO
OVUPEPOV, VI OKOTIOUG ETUOTNHOVIKNIG EPEVVAC 1] VI OTATIOTIKOVG OKOTOUG

ovupwva pe to apOpo 89 nap. 1 (Ap. 9 nap. 2 (1) IKIIA).

8 BA. Hodern V., Data Protection Compliance in the Age of Digital, European Journal of Health Law, 2016, oeA.
257 em, BA. Mntoov A., H mpootaoia twv dedouévwv g vyelag, BionOwot IMooBAnpatiopot IV: Aedopéva
Yyelag wat 'evetwed Aedopéva, exd. Iamalnon, 2019, oeA. 73 em.

81 AAwote, ota péoa tov 200 acdvar, To Ttedio g BlonBkn|c emediwée va mEOoTATEVOEL TA DIKALDUATA TWV
QATOUWY TIOL NTAV AVTIHETOTIX He To diAnuua: o acOevic evavtiov Tov 1atEov ¢ éva MATEQVAALOTIKO
oVOTNUA LYELOVORIKNG TeQiOAYNG 1) TO ETMOTNHOVIKA «aPeAEc» avOQWTIVO AVTIKEIHEVO €QEVVAC EVAVTIX
otov o e£eArypévo egevvnTr oe meQPAAAOVTA KAWVLKIG éQEVVAC.
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Yuvenwg, T0 &0 9 ok yea@og 2 (1) ETUTEETEL QNTA TNV ETUOTNHOVIKY] €éQEVVa

e@ooov mEoPAémetar artd to dikato g EE 1) o Ovuco dikato.

O TKIIA, Aappdavoviag vtoypn T YVWOTIKY] AOVUHETOlr TOv Xxaxpaktneilel )
oX€0Mn atEOv — aoBevovg, eVTATOEL WG AUTOTEAN PACT) VOULHOTITAG Kol 0Q0 VOULUNG
emeepyaoiag ) oVYPaon pe emayyeApatia otov Topéa g vyelag, epdoov ta dedopéva
vyelag vopaAdovtal oe emeleQyaoia vo eVOVVN emayyEApATIA TTOV VTIOKELTAL OTNV
LTTOXQEWOTN TIENONG TOL eMAYYeAHaTIKOU amogerjtov (dpboo 9 mag. 2 kal 3). Me
ATIOTEAEOPA VA ETUTOETETAL 1] €MEEEQYATIX TWV DEDOUEVWV AVTWV YIX OKOTIOUS TIOL

OXETICOVTAL [LE TNV ETUOTNLOVLIKT] £QELVAL.

H e€alpeon avty vnnetel v Aoknon ¢ atopkn|g eAevBepiag e épevvag, OTwWS
KaToxvowveToal 0to 0o 16 Tov ZuvTtayHaTog WG ATopKO dikaiwpa ToL kaBevog KL OxL
WS ATOKAELOTIKT] ATOOTOAT] TOL kKQdTovG. Q0Td0O, elval LTTOXEEWON TOL VOpoOETn va
dLOQPWOEL TOUG OPOVG KAL TIG TTROVTIOOECEIS WOTE 1) EVAOKTOT] TOU JIKALWHATOG TG
ETUOTNMOVIKNG €0EVVAG Va YiveTal pe TEOTOo Tov AapBAavel LTTOYN TA DIKALWUATA TWV

TIEOOWTIWV («AVTIKELUEVWV») TNG €QEVVAC.

[Tegattépw, o TKIIA eloqyet e€axpéoelc amd v anaydevon otav n emte&epyaoio
elval anagaltnTn yix 0KOTOUG oL OXETICOVTAL HE TO TTEOOWTIO KAl TIG AVAYKEG TOL O
OX€0M HE TNV KATAOTAON TG LVYERG TOv 1) Otav N emeEeQyaoion mOoy HATOTIOLEITAL Yot
OKOTIOUG MOV OoXeTiCovTal pe TO dNUOOIO CLUPEQOV (A.X. dLXElQLON VYELOVOUIKWV KAl
KOLVWVIKQV OLOTNHATWV Kol VTNeeotwVv)®2. Evw, doon g anaydpevong emefepyaoiag
dedopévawv vyeiag pmogel va emipépet ) emte£eQyaoio ov oxeTICETAL PLE TNV ETUOTNHOVIKT)
éoevva. Ly TeQImtwoTn auTr) 0 vOUog Tov O eTutgémel TNy eme&epyaoio Oa mpémet: )
va OeomtiCet TNV avadoyla pe Baor to okomnd, B) va o€BETaL TNV ovoix TOL DIKALWUATOS
TG mEooTaoiag Kat y) va mEoPAETel Tar OgeALdN DIKALWUATA KAL TX OUHEPEQOVTA TOV

LTTOKELUEVOU.

82 Yanv megintwon avtr) o vopog ov Oa emitoémel v eme&egyaoia Oa moémet: ) va Oeomilel tnv avadoyla
pe Pdon 1o owomo, B) va o€BeTal TNV OLOIA TOL DIKALWHATOS TG MEOOTACIAG KAl Y) va TEOBAémelL T
OepeALddN dKALWUATA KAL TX OUUPEQOVTA TOV VTIOKELUEVOU.

46



H epaguoyn e xtokne axkoelag euminTel 0TI MAQATAVQW EEAIQETELS TIOV
VOULHOTIOLOVV TNV OVAAOYT] KaL TNV emefegyaoia evaioOntwy dedopévwv. Emonuaivetal,
dg, OTL oL e€apéoelg dukatoAoyovvrtal, kabwg dev amoteAovv avbalpeteg emAoYEg TOU
vopoOétn aAAd amookomovv otV €£L00QEOTNON TG TEOOTACIAS TWV TEOTWTIKWV
dedOUEVWV HE AAAX CLVTAYUATIKA KATOXVOWHEVA dikatwpata. AAAwoTe, ) meootacia
TV dedopévwv Omws ogiletatl 0to aEBo 8 tov Xdotn OepeAlwdV AKAIWUATWY TNG
Evownaixkng ‘Evwong dev amoteAel amoAvto dikaiwpa. Avto emufepfatwvetal KL amd v
artoAoykr) okéyn 4 tov I'KIIA, o6mov avagépetat 0Tt 0 dikalwua TMEOOTATIAS TwWV
deDOUEVWYV TIOOCWTILKOV XAQAKTNQX «TIPETEL vy E€TACETAL O€ O)é0N e TN AetTovpyia Tov
oty kowwvia katva otaOuiCetat évavti aAAwy OepeAiwdwy dikalwudtwy, oV POV Ue Ty
apxn e avadoykotntac». g €k TOVTOV, 1] TEOCTACIX TWV TIEOOWTIKWYV OEDOUEVWVY deV
odnyet dixws aAAo otV amaydevor e oVAAOYNG, emefeQyaoiag Kol XQNOEws TOUG
aAAG voxEewVveL TOV VOO £t va kaOlepwoel éva meplopLotikd Oeouiko mAaiolo evtog

oL oTtolov kablotatat Oepitr) N CLAAOYT) kAL 1) emefeQyaoia Kat xoNon Twv dedopevwv.8

22.21. H otabuion twv dIKALWHATWV TOU UTOKELUEVOL pE TNV mMEowOnon tng
avAamTuénG TNG EMOTNHOVIKNG é0evvag Kat oL Oeouikég eyyvnoets tov AgBgov 89
I'KIIA

A&(CeL va eTuionuavOel 11 €LVOIKT) OTAOT TOV EVWOLAKOV VOUOOETN amévavTL otV
£QEVVA AVAPORLIKA e TNV emteEepyaoia dedopevwy, kabwg éxeL viobeTr)oel To altnua g
ETUOTNMOVIKTG KOWVOTNTAC Vit evRElx ovyKataOeoT), el0&YoVTag eERLQETELS WG TIQOG TO
XQOVIKO TEQLOQLOMO NG TteQLOdov artoOrevong. ITapdAANAa, avayvwellel otov eOvuco
voHoOETn TNV evx€oElr VA ELIOAYEL EWDIKOTEQES «KATAAANAEC eYYLUNOES» YIx TNV
emefeQyaocia MEOOWTIKWV 0edOUEVWY 0T0 TAaiol0 ¢ emotnuovikng égevvac. H
LTTOXQEWOT TNENOTS TWV KATAAANAWV eyyunoewv woxvel Y kabe emefepyaoin
dedOHEVWV Yt ETUOTNHOVIKY] £€0€VVQ, E(Te TMEOKELTAL YLt TIQWTOYEVY] 1] DEVTEQOYEVT)

emeeQyaoia dedOUEVWYV elTe Y aQXIKT) 1] TTEQATEQW emeEeQyaaia dedopévwv.

8 BA. Mntoov A., H Agxr) Ilpootaoiag mpoowmikwyv dedopévawy, ekd. dikovAa, 2002
8¢ Xovooyovo K., BAax6movAo X., Atopucd ko Kowvwvikd Aucandparta, exd. Nopkr) BipAto61kn, 2017, 0. 252
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H monon twv ev Adyw KatdAANAwV eyyunoewv elodyel éva eldkd kabeotws v
mv emefeQyaoia dedOUEVWV TROCWTIKOU XAQAKTIIOX OTO TMAKIOLO NG ETUOTNHOVIKIG
éoevvag, to omolo avolyel TOo dEOHO OTN XAAAQWOT] OQLOUEVWY KAVOVWY, TOL cLVTBwg
epaguoCovtal kata v emefegyaoia dedopévay, kabws Kat ) dLVATOTNTA TWV KQATWV

HEAWV Vo TIQOPAETIOVV TTAQEKKALTELS OTA DIKALWHATO TOV VTIOKELUEVOD TwV dedopEVwV. &

Ewuwoteoa, oto dpbpo 89 map. 1 tov I'KIIA tiBevtar ot kavoveg emeepyaoiong
TEOOWTUKWYV deDOUEVWV YIX OKOTIOUG ETUOTNUOVIKNG €0evvag kat dxopaAilovtat ot
EYYVNOELS UT) ATTOKAALYPTG TG TAVTOTNTAS TOV VTTOKELLLEVOL TOV TIQOOWTIOV. LNV TaQ. 2
oL L aebpov mEOPAEMETAL T dLVATOTNTA TWV KEATWV HeAWV va Oeomioovv
TIAQEKKALITELS ATIO TA OIKALWUATA TWV VTOKEWUEVWY TWV OeDOUEVWV  EVAVTL TWV
vTELOVVWYV eTteEEQYATIAG OTOV TOHER TNG ETUOTNHOVIKNG €0evvag. Ot apekkAloel avTég
UTTOQEL VO apoQOVV TTEQLOQLOMOVG OTa dikalwpata TeooPaocns (&dobpo 15), dopbwong
(&00Bpo0 16), meproplopov g emefepyaoiag (dpbpo 18) kat evavtiwong (cebo 21), oto

TAQLO10 ETUOTNHOVIKNG éQEVVAC.

Evaw, xat” epappoyr) tov agBpov 89 I'’KIIA, ot vrtevOvvol emefegyaoiag dedopévwv
dvvavtatl va agvnOolv va tKavoTow)oouvy altnua dlxyQa@rs ToL VTTOKELUEVOV, EQOTOV
avTO eVOEXETAL VA KaTaoTNoeL advvatn 1) va PAael coPagd v emiteLEN TWV OTOXWV
mG¢ ev Adyw emefepyaotag yx emotnuovikny éoevva. Qotdoo, ailel va onuewwOel ot
duvatotnTa avTn dev emagleTal 0T DAKQLTIKT) EVXEQELX TwV LTIELOVVWV emeleQyaaiag,
tovvavtiov Oa mpémel va etvat oe 001 va artodelEovv OtLT ev Adyw dlorypapn) epumodilCet

™ oxedXCOpEVN €QEVVA T) TNV VTIOVOUEVEL COPAQA.

Ot avwtéow magekKALOELS elval eMITOEMTES EQPOOOV KATA TOV OXEDAXOHUO KAL TN

dtefaywyr TG EMOTNUOVIKIG €0ELVAG VTTAQXOVV Ol «KATAAANAESG €y YLTNOELS», T)TOL Ta

8 BA. Anne-Marie Duguet and Jean Herveg, Safeguards and Derogations Relating to Processing for Scientific
Purposes: Article 89 Analysis for Biobank Research, p- 105, Available at:
https://www.researchgate.net/publication/348259362 Safeguards and Derogations Relating to Processing for
Scientific Purposes Article 89 Analysis for Biobank Research katBA.Santa Slokenberga, Olga Tzortzatou, Jane
Reichel, GDPR and Biobanking, Individual Rights, Public Interest and Research Regulation across Europe, Law,
Governance and Technology Series, Volume 43, Springer, 2021,
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ATIAEALTNTA 0QYAVWTIKA TEXVIKA HETOX YLt TNV €AAXLOTOTOMOT) TwV O0edOUEVWV Kal T

OLAPUAAEN TWV ATOUIKWV DIKALWHATWV KAt EAevOEQLOV TOL LTTOKEIHEVOU.

Ou ev Adyw eyyvnoelc® pmopel va ovvemayoviat ekég ddikaoieg mov va
ETUTQETOVV OTA VTIOKELUEVA TWV DEDOUEVWV VO ATKOVV TA DIKALWIATA TOUG OO0V APOQ
T VIO emeleQyaoia dEdOUEVA TOVG, KAOWS Kol TEXVIKA KAl OQYAVWTIIKA UETOA, TIOL
ATOOKOTOVV 0TV eAaxlotoroinon ¢  emefeQyaoiag dedOUEVWY  TROCWTILKOV
XAQAKTNOA CUUPVA HE TS AQXEG TNG AVAAOYIKOTITAG KAL TNG AVAYKALOTNTAS. LTO
40000 32 touv I'KTIA ava@épovTol eVOEIKTIKA OQLOHEVA TEX VKA 0QYAVWTIKA HETORX YL TNV

AOPAAELX TWV OEDOUEVWV TIQOOWTIKOV XAXQAKTNOX ATIO KAL KATA TNV eTteEeQyaoia.

Yto mAatlowo avto, o I'KIIA evOagpiUvel touvg egevvnréc va emefegyalovtal
ToLAdxLoTOV Pevdwvvpomomuéva dedopéva®”, kabwg 1 Pevdwvuvpornoinon® (Apboo 4
nta. 5 I'KTTA) twv dedopévwy pelwvel TOLG KIVOUVOUS YIX Ta VTIOKEEVA TWV OEDOUEVWV.
Me avtd tov teOTO dlevkoAVveTaL 1 avTaAAayr] Twv dedopeévwy vyelag dixwg v
AVAYKAOTIK] TOUG QVWVUHOTIOMOT], YEYOvos VPLOTNG EMIOTNUHOVIKNG adlag yux v
TIEO0D0 TNG PLOIATOIKNG ETUOTNHUNG KAL TNG LATOKTS akpelag, 1 omola PaoiCetat ot

OULAAOYT] TTOLOTIKWOV AAAK KAL TTOTOTIKWS dxPOQwV delyHATWV.8

8 O mbavég eyyuvnoelg mowiAAovy amd edkéc daxdikaoie yix TV LMOOTOLEN NG ACKNONG TWV
OIKAWHATWY TWV VTOKEWUEVWY TV dedOUEVWY €W TN XONOT aVWVLHWV dedouévwv 1) (6Tov etval
amaEAiTNTo) PELdWVLUOTOMUEVWY dEdOUEVWY, TOV dLOQLOUS LTELOUVOL TEooTACIAC dedOUEVWY, TNV
eTBOAT) dadkaoiag yor v eEXTEAALOT) TNG AVATEOPODOTNONG TWV VTOKELUEV@V TWV OEDOUEVWV TXETIKK
He Ta amoTeAéoUATA TNG €QEVVAG, TNV ATIAITNOT) EWIKWY EMAYYEAUATIKWY dATUOTEVOEWY, TN dnuLoveYia
EWIKOV EMOTTIKOV OQYAVOL YIX TNV £€QeLVa O PLoTeaTela 1) T dNULOVQYIX EWKOV KWOLKA dDEOVTOAOYIAS YL
TIG EQEVVITIKEG dRaoTNELOTNTEG O€ Blotoarmela.

87 Tax dedopéva TEOoWTIKOV xapakTrjoa (dedopéva vyelag) mov éxovv PevdwvuponomBel eEakoAovOovv va
OewpovvTal «dedopéva TEOTWTIKOV XAQAKTHOM» OUHPwVa Le To 0o 4 mapdyoapog 1 tov I'KTIA kat dev
TOETIEL VO OVYXEOVTAL UE TO «AVWVULOTIOMUEVA DEDOUEVO», KATAOTAON KATA TNV omoia dev eivatl mAéov
dLVATOV YIx Kavévav va eVvToTioel pepovwpéva vokelpeva dedopévwyv. (artoAoywn okén 28 TKIIA). BA.
European Data Protection Board, KatevBvvtroleg yoappéc 03/2020 oxetikd pe v eme€egyaoio dedopévwy
TIOL APOQOVV TNV VYEIA Yot OKOTOUG EMOTNUOVIKTS é0evvag oto mAaioto tng é€apomng g voéoov COVID-19,
AwxOéouo oe:

https://edpb.europa.eu/sites/default/files/files/filel/edpb guidelines 202003 healthdatascientificresearchcovid19
elpdf

8 ()¢ "Ppevdwvupomnoinon” voeital 1 emeEeQyaoia dedOUEVWV TEOOWTIKOV XAQAKTNQK KATA TEOTO WOTE T
0edopévVa TEOTWTILKOV XAQAKTHOX Vot LNV UTI0QoVV MAE0V va amtodo0oVV o0& OUYKEKQLUEVO VTIOKEILLEVO TV
dedopévwv xwolc t xonomn medoletwv mMANEOEPOQLWY, VTG TNV TEOUTO0ECT OTL oL ev Adyw TEdoOeTeQ
TTANQOPOPLES DATNEOVVTAL XWOLOTA KAL VTTOKELVTOL € TEXVIKA KL 0QYAVWTIKA HETOM TIOL dlaoPaAilovv dtL
o OEDOUEVA TOOTWTIKOV XAQAKTIOX eV aTtodIdOVTOL 0€ TAVTOTIOMEVO T) TAVTOTIOTLHO PUOLKO TIROCWTIO.
8 BA. TCwotlatov O., H mpootacia twv dedopévwv otic Blotpdmeleg, om. m. (Xnp. 33)
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Qot600, emionuatvetat OtL 1 X1 oM ¢ Pevdwvuponoinong dev anaAAdooel amo
TN OVUMOQPWON He TS dAAeg vmoxpewoels mov eTuPdAAer o T'KIIA. EmmAéov, 1
emeepyaoia dedoUEVWV TIROOWTIKOV XAQAKTI O YIX ETIOTNHOVIKOUG OKOTIOUG O TteéTtet
v CUHHOQ@WVETAL e AAAT oXeTkT) vopoBeoia, 0Ttwg etvat ) vopoOeoia v Tig KAvucég
dokiéc?. Evaw, onuavtikn eyyinon vy o OIKAWUATA VTTOKEUEVOV TV DEOOUEVWV
amoteAel 1) VTOXEEWOT] dLOPLOHOV LTTELOVVOL TTRooTACIAG dedoUévwV, 0 0TIOI0G AOYW TNG
evaloOnolag Twv dedopévwy kal TG o evelar kAlpaka emefeQyaoiag avtwy,

LTTOXEEOVTAL V& dLleVeEQYEL EKTIUNOTN AVTIKTUTIOL.

TéAog, amo v eounveta tov dpbpov 89 I'KIIA, mpokvmtTeL OTL eMITEéTMETAL ~VTO
neoUTo0éoels- 1 devTEQOYEVNG XOTOT] deDOUEVWY YIX TO OKOTIO TNG ETOTIUOVIKTG
£pevvag mov TekpalpeTat ocvUPaTOS pe Tov aE) Ko okomtd®. H mpoumtdéOeon ocvuPatotnrag
NG deVTEQOYEVOUS XOMOTG dedopévwy vYEelag e TOV aQXLKO OKOTIO amoTeAel ONUAVTIKN
dukAelda aopaelag mov Oétel 0o vopobétng, kabwg oto mAaioo dxxelpong peyxAwv
Baocewv dedopévwv tov TANOLVOoUOY, eykvuovel ovxva o kivduvog TG abéuTng xonong

YEVETIKWV OeDOUEVWV YL YT LATOIKOVG OKOTIOUG.

rto onuelo avto éxouvv Wuwiteon onuacia oL apxes Y v emefeQyaoia
TIOOWTIKWV dedOUEVWY, OTIWS avTég opilovtal oto o 5 tov I'KIIA cOupwva pe to
OTIOlO «YEVIKA amayopeveTaL va emavaypnotpornombovv ta dedouéva mov éxovv ovAAeyel
(ue T ovvaiveon Twv MPOCWTIWY 1) PACEL VOUOV) YId OKOTIOVG AOVUPATOVS UE TOV APXLKO».
Evw, xat oto apBpo 35 g Ilpdtaonc tov Kavoviopov tifeviat amoyogevoels wg meog T
devteQOYEVT] XO1)0T) dedOEVWY VYELaS Yiax OKOTIOUS AAAOVG, T LOVG Y TO VTTOKELPEVO

Twv dedopévwv®?. Tlepartéow, oVppwva pe to &pbpo 9 map. 4 I'KIIA ta kodtn pEAN

% KANONIEMOZ (EE) aoi6. 536/2014 TOY EYPQITAIKOY KOINOBOYAIOY KAI TOY £YMBOYAIOY g
16nc Amoidiov 2014 yix Tic KAWIKES DOKIUES PAOHUAKWY IOV TEooRIlovTal Y Tov AvOQwMo KAl Yix TV
KATAQYNOT ™mg odnytag 2001/20/EK, AwxBéouo €0 https://eur-lex.europa.eu/legal-
content/EL/TXT/PDF/?uri=CELEX:32014R0536

%1 BA. David Peloquin, Michael DiMaio, Disruptive and avoidable: GDPR challenges to secondary research uses of
data, European Journal of Human Genetics, 2020, Available at: https://www.nature.com/articles/s41431-020-0596-
X

2 BA. AwtoAoywr) Yicéyn 41, TTootaon Kavoviouol yix tov evownaikd, kowvd XwEo dedopévwv vyeiag
(Proposal for a Regulation of the European Parliament and of the Council on the European Health Data Space,
COM(2022) 197 final, abbreviated as 'European Health Data Space', [...] Oa mpémner va anayopevetar kabe
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dLTNEOVV TO dKALWUA VA EL0AYOLV TEQALTEQW TIEOVTIOOETELS, CLUTEQLAAUPAVOLEVWVY
TLEQLOQLOHWY, Yl TNV emefeQyaoia twv dedOHEVWY VYEIRG, TWV YEVETIKWV KAL TWV
Blopetokv dedopévawv. (¢ ek TovTOVL, TNV TERITTWON eTteEeQyaoiag dedopévwy vyelag
010 TAalo0 TG KITEIKNG akEBelag kat ¢ Plotatokng épevvag Ba PHmogovoe éva K-
duvapel tov apbpov 9 map. 4 T'KIIA va eloqyet wg mepaltépw amalitnon tn Xoerynon
deOVTOAOYIKTG £YKOLOTG .

Qot6oo, 10 &eBo 5 map. 1 (B) ewoayet e€alpeon doOV apopd TV emeleQyaoia
dedopévwy VYELRS Yt OKOTIOUG ETUOTNMOVIKTG éQevvag, kKaBwg 1) 01|01 TOUS Yt OKOTIO
éoevvac texkpalpetal ott amoteAel ovpuPatd OkOTO HEe ALTOV YIX TOV OTolov elxov
oVAAgyel. 2 TIpokettal yix dAAN pua e€alpeon mov emiBePatwvel TNV €LVOIKY OTACT TOL

Evwolakot vopoOétn amévavti oty éoevva.

III. H ©YTKPOTHEH ENOX EYPQITAIKOY XQPOY AEAOMENQN YTEIAL: H
IMPOTAXH KANONIZMOY I'TA TON EYPQITAIKO XQPO AEAOMENQN YTEIAX

31. H ovvewopopa xatr ta meoPAnuata tng Odnyiag (EE) 201124 yia Tig

OLaovVoQLAKEG UTINQEEDLEG VYELAG

H mowtn avagood otnv nAektoovikr) vyela ot vopoOeoia g EE ftav oto &pbgo
14 tng Odnyiag 2011/24/EE mepl e@aopoyNS TV dIKALWHATWY TwV acbevwv 0to mAalolo
TNG dLACLVOQLAKTG VYELOVOLKTG TeQlOaAPnc™. Lopupwva pe to dpbpo 14 n EE evioxvet
KAl OLEVKOAVVEL TN ovveQyaoia Kal TNV aviaAAayr] TMATNQ0POQLOV HETAED TWV KOATWV
HeAWV 01O TAaLO10 €BeAOVTIKOV dIKTVOV, TTOL CLVOEEL TIC AQUODLEG VI TNV NAEKTOOVIKT)

vyela eOvikéc apxEg, TIc omoleg 0pllovV T KOATN HEAT).

Z1to mAatolo mEowOnong ¢ dAXAELTOVQYIKOTNTAS TWV NAEKTQOVIKWV dedOUEVWY

vyelag oe emimedo EE ovotdOnke to 2011 o diktvo nAektoovikng vyelag (e - Health), wg

anonelpa x pRonG Twv 6edopévay yLa LETpa eTUCALLR YL TO PVOLKO TTPOOWTIO, LA TNV aDENCT TWV A0PAALOTPWY,
TN dtapnuion mpoioviwv 1) Oeparneiwy N TNy avantvén eTupAafav mpoiovtwy.

% PeBupuwtdxn E., To onuelo woopgomiag twv kavoviotikov agxwv ot BionOwoi INgopAnuatiouol 1V,
Agdopéva Yyelog kat evetka Aedopévea, Exdooeis Iamalnong, 2019, oeA. 169

% Odnyiae 2011/24/EE tov Evgwnaikov KowoPovAiov kat tov ZuppovAiov, e 9ng Magtiov 2011, mepl
EQPAQUOYNSC TWV DKAWUATWV TV aoBev@v 010 MAaio10 TNG dlxoLVoRLAKNG vyelovopknc TteplBaAnc (EE L
88 ¢ 4.4.2011, 0. 45), AuxOéowpo oe:
https://eur-lex.europa.eu/LexUriServ/LexUriServ.do?uri=0]:L.:2011:088:0045:0065:el:PDF
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€0eAoVTIKOG PORERG T€ EVOWTIATKO ETUTIEDO KAL [LE CUUHETOXN EUTIELQOYVWHOVWY TTOV
Topéx NG Pn@lakng vyelag amd 6Aa ta koAt HEAN pall pe v IoAavdia katl )
Noppnyia. Amod Toug KUELOVG OTOXOVG TOL DIKTVOL NAEKTQOVIKTG LYElag 1)Tav oUUPVa
e to &pBpo 14 tnc Odnyiag 2011/24/EE «n emtitevén PLaciiwy 0IKOVOULKOY KL KOWVWVIKWOV
TIAPOX WV TWV EVPWTIAIKWOYV OVOTNUATWY, VTPECIOV KAl OLAAELTOVPYIKWOV EPAPUOY DOV
nAextpovikne vyeiag, wote va emutevy el vPnAo enimedo eumioToovVNG KaL acpadeiac, va
evioxvOei n ovvéxion tne mepibadyne xar n dieopadion tne mpocPaocnc e aoPain xat
TIOLOTLKT] VYELOVOULKT] TeplOaAyn, kar 1 kataption KatevOvvnpiwv Ypapuov yix Tnv
EKTIOVNOT) UN eEQVTANTIKOD KaTaAoyov Oedouévwy mov TPETEL va TepLAaufavovTar ot
ovvomtikn éxOeon twv acOevawv, kal Ta omola PTTOPOVY v oVUPOVAEVOVTAL ATIO KOLVOD OL
ETAYYEAUQTIEC TOV LATPLKOV KAAOOV, woTe va eEaopaAiCetar novvéxela Tne SLaovvopLaxnig
neplOadAyne xat aopadeiac twv acbevav». H Odnyia é0eoce yia mowtn gopda to Crjtnua
AVATITUENC PNPLAKWV VTTOOOHWYV VYELAG e OKOTIO TNV Ao@aAT) dlakivnoT) Twv dedOEVWV

vyelag kat ) PeATioon Twv LTNEETLWV VYElaG.

Qo1600, e£alTiag TOL TEOAIPETIKOV XXQaKTNEA TV dtata&ewv g OdNyiag yux
dLHOLVOQLAKT] VYELOVOULKT) TelOaAYT, onueOnKke TEQLOQLOUEVT] ATIOTEAEOCUATIKOTN T
000V APOQA TNV LTIOOTNELEN TOL EAEYXOV TWV PLOKWV TTIROCWTIWV ETIL TWV NAEKTQOVIKWV
dedopévwyv vyelag Tovg oe €0VIKO Kal dXCLVOQLAKO €TimedO, KL AKOUN TIO YXAUNAT)
ATIOTEAEOCHATIKOTNTA OO0V APOQA TNV  ETAVAXQNOLUOTOMOT] TV  MAEKTOOVIKWV

dedopévwv vyelag.

Tnv magamdvw katdotaon 1Mede va avateépel n mavonuikny kolon e voéoov
COVID-19, mov edpaiwoe oe peydAo Babuo to égyo tov diktvov e - Health, wg Baoukov
TOADVA Y& TNV  QVATITUEN  €QAQHUOYWV  LXVNARTNONG  ETAPEOV KAl ATIOOTOATG
eoToOMoEeWV HEOW KIVNTWV CLOKEVWV KAL TV TEXVIKOV TTUXWV TWV €VOWTAKWOV
Ynerakwv motoromtikawv COVID-19 ¢ EE. Ouwg, 6cov agopa ot devtepgoyevr) XO10m
TWV NAEKTQOVIKWV dEDOUEVWV LYELXG, 0L dEATTNELOTNTES TOL dikTLOVL e - Health ftarv oAV

TLEQLOQLOHLEVEG KAL OXL IAITEQ ATIOTEAETUATIKEC.

Tnv meptodo g mavonuiag g COVID-19 éywve avtiAnmtog 0 onpavtikog QOA0g

TOL UTOoEel va dladgapaTioel 1 TEXVOAOYIX OTNV ATOTEAEOUATIKOTEQT) TAQOXT)
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vyelovoukng  meplbaAync.  Aertovoywviag  wg  ETUTAXLVTHG  TOL  YPn@lakov
HETATXNHUATIOMOV TOL KAADOL TNg vyelag, 1 mavOnuikt) kolon meowbnoe tnv epaguoyn
KQL TNV XOT)0T) TV VTNEECLWV NAEKTOOVIKT]G VYELXS, avadekvOovTag To onpaivovta Q0Ao
7iov B dLXdQAMATIOOVV TA NAEKTQOVIKA dedopéva vYelac?™® otV avATITLUEN TTOALTIKT]G
YWt TNV AVTIHETOTLOT] KATAOTACEWV E€KTAKTIG AVAYKNG oTov Topéa tng vyelag. Evw,
avédel&e v vPnNAN ala TG éyraong mEOTPacnc oe dedopéva LYELXG Y TNV ETOLUOTN T
EVOVTLATIELA@V KATA TNG ONUO0IAG LYelag, Kabwgs kKat yix TNy meoodo NG £0eVVagc KL TNG

KQXLVOTOMIAG, Kol OLVETWG TS kaAvTeEng Oepamelag yix tovg acBevelic.

[TaedAANAa, 1 TTovONUIKY) KQIOT) €@eQE OTNV ETIPAVELX OAEC TIC adLVAULEG TOV
HEXOL TOTE WOXVOVTOS TAalolov, Omwe TNV éAAew)n Yn@akng wELHOTNTAS TWV
OLOTNUATWV VYELOVOUIKNG TteplOaAPng, v éAAendn VOULIKIG Oa@NVELRS KAl KOLWVNG
avTANYPng 000V apood TNV emeleQyaoia dedOUEVWY VYEIS AAAX KAL TNV ATIOLOIX KOLVWV
dQATEWV YIA TNV EVOLVAUWOT) TwV PN@Lakwv deELoTNTwV TV TIoOALTWV. Evw, avadeiyOnke
N aVAYKT TNG KOWwoxenoiag NAeKTQOVIKWVY 0edoUEVWVY LYElRG Tov va elval evpéoua,
TIOOBACIUA, DLAAELTOVQYIKA KAl ETTAVAXQNOIHUOTIONOIUX OV pe Tig agxés FAIRY,
aAAQ KAl 1) KOLOLWOTNTA TG dATPAALONG OTL Tt NAEKTQOVIKA dedopéva vyelag elval

QAVOLKTA 0TO HETQO TOL dLVATOV KAL KAELOTA OTO HETQO TOL avayKalov.

3.2. H avaykn dnuoveyiag tov Evgwnaikov Xweov Aedopévwv Yyeiag

Ou mpokAnoelc mov kANONkav va avtipetwnicovv ot Evpwnaiol kata ) didoketa
™G mMavONuiag -0mwe eKTéONKAV OTNV TEOTYOUHEVT] EVOTNTA- OONYNOAV OTNV KOLVI)
TTAEAdOX1 OTL YIX TNV &VIOXLON TWV CLOTNUATWVY VYEG KAL TNV ATOTEAEOUATIKT)
QVTIHETWTILON VEWV ATIEAWV KATA TNG LYEIAS, amaltovvTal VEOL KAVOVEG Kol VTTOOOMES

Yo TNV Kowvoxonota 0edopévwy VYELRS KaL TNV &peon aAAd aoc@aAn mooBaon oe avtd.

% YuppovAio Evownaikrc Evwong, Xvumegaopata tov LuppovAiov pe Oépa dwdayuata and ) vooo COVID-
19 otov topéa g vyelag, 2020, AwrbBéorpo oe: https://data.consilium.europa.eu/doc/document/ST-14196-2020-
INIT/el/pdf

% H taxela ovyrévrowon dedopévawv yia tn vooo COVID-19 kat medofaon o avtd oe OAx Tt KQATH HEAT
oLVEBaAav KaBoQLOTIKA OTNV KATAVONOT) TS VOOOU KOl OTOV TOOTOLOQLOUO TWV PAQUAKEVTIKWOV OTOXWV.

97 BA. Mark D. Wilkinson et al, The FAIR Guiding Principles for scientific data management and stewardship,

Scientific Data, 2016
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Me amotédeopa, 10 Evpwmnaikd XuvpPovAlo va divel mpotepaotnTa ot dnuovoyia

EVEWTIATKOV XWQEOL dedOUEVWV YIX TNV VYELX.

[TapdAAnAa, n epagpoyn twv TIIE otov topéa tng vyelag éxet ovuPdAdel ta
teAgvTtala €T OTOV AVATIQOOAVATOALOUO TNG TIXQOXNG LVTINOECLOV LYElag Kat égevvag,
ETUOQWVTAG OTNV ATODOTIKOTITA KAL TN DUVALKT] TNG LATOIKNG ETUOTAUNG, YEVVAOVTAG,
OHWE, VEEC ATALTNOELS WG TIQOG TNV TROOTACIX TWV TATQOPOQLWV TIOL APOQEOVY OTNV
vyela kKaBwg KAl VEEC TOOKATNOEIS Oe OXE0OMN HE TNV TEOOBAOT KAl TNV KOwvoxonotoa
NAekteovikwv dedopévwy vyelag. Tic véeg avtéc ovvOnkeg kaAeltal va avtipetwnioet n
ITootaon Kavoviopov yux tov EXAY, mov €xel wg 0tdxo va dlaoaAioel agevog otL T
PLOKA TIEOOWTIA €XOLV TOV EAEYX0 TWV OKWV TOUG NAEKTQOVIKWV dedoUéVWVY vYyelag,
WOTE VO UTIOQOVV Vat eTtweAN000V amo ot O€1Qq TTEOIOVTWY Kol VTINEECLOV LYelag Kat
APETEQOL OTL OL EQEVVITEG, OL POQELS KALVOTOUIAGS, oL LTTELOLVOL XAQAENG TIOALTIKNG KoL Ot
ELOULOTIKES QX €S B HTTOQOVV VA AELOTIO|TOVY OTO €MAKQO Tat DO ETIUA NAEKTOOVIKA
dedopéva vyelag.

rtg 3 Maiov 2022, 1 Evowmnaixkny Emitoomny) vméPade oto LupPovAlo kat to
Evownaiko KowopovAio mpotaon Kavoviopov vy tov Evpwnaikd Xweo Aedopévwv
Yyelag, 1 onola cvvodevoTAy ATO eKTiUNON emMTWoewv. O mEotetvopevog Kavoviopodg
v tov EXAY, amookomet ot o000 g dixB{Paong Kot Tng KOLvrg Xrong d0edopevwyv
vyelag oe 0AOkANEN TV EE 1000 yia Wuwteg 600 kat Y egevvnTég 1 popels x&oaEng
mtoALtikn)c. To ZupBovALlo CUHPVNOE TN DLATIAY LATEVTIKT) €VTOAN TOL 0TIS 6 Aekeuoiov
2023.

H onuovoyta tov EXAY amoteAel Hégog NG €vowmaikng OTOATNYIKNG YiX To
dedopéva, mov éxet 0toxo va kataotroet v EE oe mowtomdgo kowvwvia, mov Baciletat
ota dedopéva. H evpwnaikr) otoatnykr] yix ta dedopéva ogapatiCetat T dnuovoyia
LG eviaiag ayoodc dedopévwv, otnv omola tax dedopéva O HmoQovV var KUKAOPOQOUV
eAevBepa evtog g EE kat oe 6Aovg toug topels, mpog 0@eAog twv Evpwnaiwv moAttwy,
TWV ETUXEQNOEWY, TWV EQELVNTWV KAl TV OMNUOCIWV dOKNOEWV. LT0 AQLIO0 avTo
TIOOTELVE T1 ONUIOLEYIA €KWV avd TEdI0 KOWVWV KAl JAXAELTOVQYIKWY €VOWTATKWV
XWowV dedopevwy. Agdopévov OtL 1) NAekTEOVIKT) Lyela kot ta dedouéva vyelag

tegapxovvtatl YnAa amtd v EE ot xdoaé&n tov Ymeaxov péAAovtog, o EXAY amoteAel
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TNV TEWTN TEOTAOT Ylx T ONUovgYla Tétolov &OVg KOWOU EVEWTIATKOD XWEOL

dedopévav.

H drevpwmaikr] ovykévTowoT) kat Qor) dedOHEVWY VYelag KOIVeTaL 0T LTOATIYIKT)
amapaltntn) 000 Y TV mEOANYN kat ) Bepameian aobevelwwv 000 kat yix T ANYn
TEKUNQIWHEVWY  ATIOPACEWV  YIx T PeAtiwon 1ng mEooPaciudt)tag Kot g
PBrwowotntac v ovotnudtwv vyeiag. O EXAY @ulodolel va avtpetwnioet Tig
TIQOKAT|OELS TTOL APOQOVV TNV LYElx g ox€or HeE TNV MEOCPAOT] KAL TNV KOwoxonoia
NAEKTEOVIKWV 0edOUEVWV LYelag kal amotedel amd TG KUQLEG TIQOTEQALOTITES TNG
Evownaixng Emitponng otov topéa g vyelag, evw Oa amoteAéoel avamdomaoto péog

¢ okodopnong pag Evpwnaixkng Evwong Yyeiac.

[Tooxertal Y éva 0lKOOVOTNHA EWIKA Yl TNV LYelx, T0 omolo amoteAeltatl ano
KAVOVEG, KOWVA TIQOTLTIA KL VTTOOOMES Kal €va TAaLolo dlakvB€Qvnong mov amookomel
0NV €VOLVAHWON TWV ATOHWV HEOW TNG ALENUEVNS YN@PLaKNG TTEOOPAONG Kal eAEyxOL
TWV NAEKTQOVIKWV TIROOWTIKWV OeDOUEVWV VYELAS TOVG, 0 £OVIKO KL EVWOLAKO ETILTTEDO.
Emduwokel nv eAevOeon kukAogpooila twv dedouévwy, kabwg kol tnv moowdnon uag
TIOAYHATIKTG EVIAIAG AYOQAS Yot CLOTHHATA NAEKTOOVIKWOV UNTOWWYV VYIRS, oUVAPT)
LATEOTEXVOAOYIKA TQOLOVTA KL CLOTNHATA TEXVINTIG VOnpoovvng vPnAov kivdvvov
(kVowx xoromn dedopévwy) Kol ot BEéomion evOog a&LOTILOTOL KAl ATIOTEAECUATIKOV
TAQLOIOL YL TNV ETAVAXONOLUOTIOMOT TV deDOUEVWV VYEIRS Yix €Qevva Kol XAQAEN

TIOALTIKTNG (D€LTEQOYEVTG XOT|OT) DEDOHEVWY).

Ooov agopa t devteQoyevr] o101 TwV NAeKTEOVIKWV dedouévwv vyeiag 1) TTodtaon
Kavoviopov ywux tov EXAY BaciCetatr otnv ITpaén yux ) Awxkvpégvnorn Aedopévawv? kat

otov Kavoviopo ywux ta Aedopéva®. Qg opillovtio mAaioro, 1) TTodén yx ) AwxkvBégvnon

% Kavoviouos (EE) 2022/868 tov Evpwmaikov KowvoPovAiov kat tov ZupPovAiov g 30m Maiov 2022, oxetucd
e TNV evpwmaiir) dxkvpégvnot dedopévawy kat Ty tporonoinot tov Kavoviopov (EE) 2018/1724 (moaén v
™ dtakvépvnon dedouévav), Airxbéouo oe:
https://eur-lex.europa.eu/legal-content/EL/TXT/PDF/?uri=CELEX:32022R0868

9 Kavoviopée (EE) 2023/2854 tov Evpwnaicot KowvoBovAiov kat tov ZuppovAiov tng 131 Aekeppotov 2023,
Yot EVAQUOVIOUEVOUS KAVOVES OXETIKA [Le T dikatn mEooPaon ge dedouéva KAl T dikatr) XN oT) Toug Kol yix
v Teomoroinon tov Kavoviouov (EE) 2017/2394 kau g Odnyiag (EE) 2020/1828 (Kavoviouds vy ta
dedopéva), AurOéopo oe: https://eur-lex.europa.eu/legal-content/EL/TXT/PDF/?uri=OJ:L. 202302854
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Aedopévwv OeomtiCel HOVO YeVIKOUG 0Q0VG Y TN deVTEQOYEVT] XOT|OT] TWV OEDOUEVWV TOV
onuooiov Topéa XwEIg var dNULOLEYEL TEAYHATIKO dikalwpa deVTEQOYEVOUS XONONG TWV
eV AOYw 0edOHEVWV. LUYKEKQLUEVA, 1) TTOAEN Y T dedOUEVA EVIOXVEL TN POQNTOTITA
OQLOUEVWVY OedOUEVWV IOV TIAQAYOVTOL ATO TOLG XONOTES, TA OOl HUTOQOVV Vo
meQUAaPBAVOLY dedopéva vyelag, aAAd dev TEOPAETEL Kavoves Vi OAa tax dedouéva
vyelag. ZUVETWG, 0 EVEWTIATKOG XWQEOGS deDOUEVWV YL TNV LYElot CUUTIANEWVELTIC £V AdYW
TIQOTELVOUEVEG VOUOOETIKES TTOAEELS KAl TTQOPBAETIEL TILO CUYKEKQLUEVOUG KAVOVES YIX TOV

TopéR NG vYelac.

[TepattéQw, dedOEVOL OTL OTNUAVTIKOS OYKOG NAEKTQOVIKWY dedopévawy mov Oa etvat
nipooBaotpa otov EXAY etvat dedopéva meoowmikol xapakTiea mov agoQovy Ty vyeia
oV mpoocwnwv otV EE, n mpdtaon vy EXAY Boloketat oe AT)on ouppogewon) oxt
povo pe tov F'evikd Kavoviopd yx v Ipootaotia Aedopévawv!® (oto e&ng I'KITA) aAA&
Kat pe tov kavoviopo (EE) 2018/1725' (kavoviopog yx tnv meootacia dedopévav ota
ooyava g EE). (g ex ToUTOU, 0 voWnAikog XwEog dedopuévwy yia TNV vyeto vtooTnEiCet
TV €QAQUOYTN TWV JKAWHATWVY Tov katoxvewvovtat otov I'KIIA, onwe epaopoletat

Ot NAEKTEOVIKA dedopéva vyeiag.

[Tooxettat Y éva PLAGdOEO Kal oVVOeTO eyXelpnUa, YEYOVOS TTOL ATIODEKVVETAL KL
atd To YEYOVOsg OTL Teaypatomoun)Onkay mévte tolueQeilc didAoyol otic 14 AexepBolov
2023, 30 Iavovaptov 2024, 20 PeBoovagiov 2024, 7 Maptiov 2024 kat ot 14 Maoprtiov 2024
HéxoL va kataAnéovv oe éva teAwco kelpevo. Evw, oto xoovikd dikotnua petald 14

Aexeupoiov 2023 kat 15 Magrtiov 2024 ooy patorom)Onkay 27 TeXVIKES OLVEDQLATELG.

100 Karvovioudg (EE) 2016/679 tov Evgwraikot KowvoPovAiov kat tov ZupBovAiov, tng 27ns Amgidtov 2016, y
TV MEOOTACIX TWV QUOLKWY TIROTWTIWY EVAVTL TNG ETELEQYATIAC TWV DEDOUEVWVY TIROOWTILKOV XAQXKTIOX
KoL yux v eAe00eQn KUKAOPOQIa TV dedOUEVWY AVTAOV Kot TV Katagynon g odnyiag 95/46/EK (I'evikdg
Kavoviouog v tv Igootaoia Aedopévwv) (Keipevo mov magovoudlet evdwagpégov yx tov EOX), AuxBéouo
oe: https://eur-lex.europa.eu/legal-content/EL/TXT/PDF/?uri=CELEX:32016R0679

101 Kavovioudg (EE) 2018/1725 tov Evpwraikot KowvoBouAiov kat tov ZupBovAiov tng 23 OxtwPolov 2018,
Yot TV TEOOTACIA TWV PUOIKWV TEOOWTIWV évavTt TnG emeeQyaoiag dedopéVwY MQOTWTIKOD XAQAKTIOX
amo T Oeopkd Kat Aoma dEyava Kol Toug 0gyaviopovs s ‘Evwong kat v eAev0epn kukAogopia twv
dedopévawv avtdy, Kat yur v katdoynor tov Kavoviopov (EK) aoiB. 45/2001 ko g amodpaons aotb.
1247/2002/EK, AwxOéotpio oe:

https://www.edps.europa.eu/sites/default/files/publication/regulation eu 2018 1725 el.pdf
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Zrov teAevtalo totper) dtdAoyo otic 15 Magtiov 2024 emetevyOn MOALTIKY) CUUPVIX
peta &V tov Evpwnaikov KowvopBovAiov kat tov ZvppBovAiov g EE, kabwg ot vopobéteg
OVHPWVNOaV 0t éva OULVOALKO OLUBPBaoTIKO Kelpevo, vwobetwvtag HEQOS TwV
TQOTMOAOYWOV oL eixav mEotabel oto amd 24.11.2023/ 2022/0140(COD) Zxédlo
Yoppipactikwv ToomoAoywwv 2. Yrig 24 Amgidiov 2024 to Evpwnaikd KowvofovAio
vio0étnoe v meodtaotn Kavoviopov yx tov EXAY, pe 445 Prjpoug vmép e €YKQLomg e
dLOQYAVIKTIG CLHPWVIAS Yot TN dNULOLEYIX €VOG EVEWTIATKOV XwWQEOL dedopévwv vyelag,

eva 142 evpwPovAevtéc katayneroav kot 39 arelxav.

3.3. Ot mvAwveg tng IMpotaong Kavoviopov yia tov Evgwnaiko Xweo Agdopévwv
Yyeiag

Ot Baoucotl muAwveg tov Kavoviopov evagupoviCoval pe Toug KeVTOIKOUG 0TOX0US
m¢ EE yia a) v owodounon pwag wyvene Evpwnaikng Evwong Yyelag, ucavr) va
avtamnokpivetal oe peAAovtikég koloelg, B) tn PeAticon g AettovQyiag TG e0WTEQIKNG
QAY0QAG, Y) TNV €VIOXLOT TOL TVADVA TWV KOW@VIKOV JKAIWUATWY OTOV TOHEX TNG

PneLakr)c vyelag kat d) TNV mEowONoN g €QEVLVAGS KAL TING KALVOTOMIAG.

Ewucoteoa, 1 Ipotaon Kavoviopuov yua ) onuoveyia EXAY, dixpOpowvetatl otoug
e&Ng mMuAwveg:
e Evioxvon twv dKalWHATOV TWV QUOKWV TEOCWTWY Va EAEYXOLV Yn@lakd ta
dedopéva vyelag Tovg.
e Anuovgylar MG €0WTEQIKNG AYOQAG He OTOXO TNV  mEowdnon g
JLAAELITOVEYIKOTITAG KAL TG DLXCLVOQLAKNG KOVOXQNOIAG dedOpEV@V.
e TlpowOnon g devtepoyevovg xeromng dedoupévwyv vyelag mEOg O@eAog NG

KAXLVOTOULIAG KAL NG €QEVVac.

L1to mAaioo avtd o meotewvopevos Kavoviopods yux tov EXAY OeomiCer kowva

TIEOTLTIA KAL TIRAKTIKEG, VTIODOUES Kal TAQIOI0 dlakLBEQVNONG YA TNV TOWTOYEVI KAL TN

102 DRAFT COMPROMISE AMENDMENTS, 2022/0140(COD), 24.11.2023, Available at:
https://www.europarl.europa.eu/meetdocs/2014 2019/plmrep/COMMITTEES/CJ43/AMC/2023/11-28/Item4-
EHDS-compromiseamendments EN.pdf

57


https://www.europarl.europa.eu/meetdocs/2014_2019/plmrep/COMMITTEES/CJ43/AMC/2023/11-28/Item4-EHDS-compromiseamendments_EN.pdf
https://www.europarl.europa.eu/meetdocs/2014_2019/plmrep/COMMITTEES/CJ43/AMC/2023/11-28/Item4-EHDS-compromiseamendments_EN.pdf

devteQoyevr] xornomn twv dedouévwv vyelag!®. Tra kepdAawn II kau II g TlpdTtaong
Kavoviopot puOuiCetat n mowtoyevrg XO1oNS TwV NAEKTOOVIKWV deDOUEVWV LYElaG, ToL
N emefeQyaoia TEOTWTUKWY NAEKTQOVIKWYV dedOUEVWV VYELAS Y TNV TTAQOXN VTINQETLWV
vyelag pe okomd TNV alloAoynor), T dxTrENon 1 TNV ATOKATACTAOT] TNG LYEIXG TOL
PLOKOV TTEOTWTIOV, TO OTOLO APOEOVY Tat eV AGYW OeDOUEVA, CUUTIEQLAAUPAVOLEVTG TG
ouVTAYNG, TNG XO0ONYNONG KAt TG MEOUNOEAg PAQHAKWY KAL LXTQOTEXVOAOYLKWV
TEOLOVTWY, KAOWS KAL Yt OXETIKEG VTINQECLEC KOWWVIKIG AOPAALONG, dLOKNTUKEG
LTINETLEG 1) VTINQEETLEG €TLOTEOPNG £EOdWV (CUUPWVA LLe TOV 0QLOUO TOL &pOpov 1 Q. 2
(0) Tov Kavoviopov yua tov EXAY). Ot véoL kavoveg yiax v TIOWTOYEVI] XONON TV
NAEKTEOVIKWV DEDOUEVWVY VYIRS €XOUV WG OTOXO TNV EVOLVAUWOT] TOU QOAOL Kal NG
0éonc TV LVTOKEWWEVWY TV dedOUEVWV OTO VEO OKOOVOTNUA Kat T Oéomion evog

HUNXavIopov ov Ba divet AVoT ot TEOPAT|UATA DLAAELTOVQY IKOTNTAC.

Evw, oto kepaaio IV g Ipdtaone Kavoviopov ywx tov EXAY ouvOuiCetar n
deLTEQOYEVTIG XONON TWV NAEKTOOVIKWY dedopévwy vyelag, otnv omola kat e0talet 1

naeovoa LEAET.

3.3.1. AcOevoxevtoikr) moooéyyion: EAeyxog twv dedopévwv anod tov aoBevn

H ITpotaon Kavoviopot amookomel 0tV eVAQUOVIOT) TwV 00wV dedOUEVWVY YIX TN
OTNELEN TWV PLOKWV TIEOCWTIWY, WOTE oL acOevelc va emtw@eAnOovv antd Tnv mEootacio
KaL TNV eAev0eEn KUKAOPOQIA TV NAEKTOOVIKWY dedopévwV vyelag. AVATQETOVTAG TNV
VPLOTAUEVT] KATAOTAOT), OTIOL 1] TIOOOBAOT KAL 0 ¢AEYX0G TWV PUOKWOV TEOCWTIWV 0T

TIOOWTILKA NAEKTOOVIKA dedOoUéva LYEIXG TOVG ElVaL OKETA TTEQLOQLOUEVT).

Enti Tov mapovTog T CLOTIHATA TTATIQOPOQLWV TTOL XONOLOTIOLOVVTAL OTOV TOHEX
vyeiag (A.x. HAektoovucd Mntowa Yyelac) ava ta kpatn pnéAn g EE e£arxoAovbovv va

€XOLV ONUAVTIKEG OVOKOALEG WG TEOG TN dLAAELTOLEYIKOTNTA Tove. Evw, katayodgetatl

103 ApBpo 1 . 1, Ipdtaron Kavoviopov yix tov Evpwnaikéd Xwoo Aedopévwv Yyelag, 3.5.2022 COM(2022) 197
final 2022/0140 (COD)
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HeYAATN dlapooTtoinom 0to eTTtedo dAb ETIUOTNTAG TWV TEOCWTIKWY DEDOUEVWYV VYEIXG
KAL YEVETIKWV deDOUEVWY O& NAEKTQOVIKT] HOQPT] aTtd KQATOS 0& kpAatos. H onuavtkn
TIOLKIAOHOQ@IO TV TIOTUTIWYV MOV EQAQHOLOVTAL OTA NAEKTQOVIKA DedOUEVA VYEIAS avd
T KEATN HEAN evOvvetal oe peydAo Pabuo yuix v mEQLOQLOUEVT dXTLVOQLAKT)
avTaAAayr) dedopévwv vyeiag. EmimAéov, akoun katl o€ TEQIMTWOELS TIOL TA DEDOMEVA
vyelag etvatl dixOéopa oe nAekToovIiKY] HoEEN, oLvrOwsg dev akoAovOovV TO PLOLKO
TEOOWTIO  OTAV ~ XONOLUOTIOlEL  LTNEETIEG  DAPORETIKOV  TIAQOXOVL  UYELOVOULKTIG
rteplOaAyngc.

O mpotewvopevog Kavoviopog OeomiCet évav evowmaiko XwWEo dedopEVQV YIX TV
vyela mov Ba dLEVKOAVVEL TA QUOKA TIEOCWTIX Vo DD ETovY Tax dedopéva vYelag TOVG o€
NAEKTQOVIKT] LOQPT] KL TTARAAANA Ot CUUPAAAEL 0TO vV €XOLV TTEOOBAOT OTA dedopEVA
TOVG 0€ HOQPT) TIOL Vo UToel va Yivel amodektr) oe 0AOKkANEN TV ‘Evwon. Endiwén mov
evOvuyoaupiCetal kat pe tov 0tdéX0 Tov TEOYEAUMATOS «ITogeix mEog v Yneaxn
dexaetior. Baown emdiwén avmg g moAttikng eivat va €xet mpooBaor to 100% twv
oAtV ™g ‘Evwong ota nAektoovikd untowa vyelag éwg to 2030. Xto mAaloo avtd ta
NAektoovika dedopéva vyelag Oa moémet OXL povo va etvat dixB@éoua kat mMEOTPRATIA
aAAQ koL vao prtogovy va daBBaloviat o dIXAELTOVQYIKO KOWVO EVQWTIAIKO HOQPOTLTIO

AVTOAAAXYTG NAEKTOOVIKWYV DEDOUEVWYV VYElaG.

O mapanmavw otdxoc OBa pumogovoe va vAoromOel péow TG TMAATEOQMAS
MyHealth@EU, Oupwg to yeyovog ott vAomomOnke povo oe 10 xpdtn péAN xat
EPAQUOCTNKE LOVO O€ dVO VTINEETeC (NAEKTQOVIKT) CLVTAYOYQAPTOT), CUVOTITIKO LOTOQLKO
vyelag) dev épepe T emdwwkOpeva amoteAéopata. O xapnAog Baduoc vioBétnong
opelletatl ev moAAoIG kat oto yeyovog ot ) Odnyia 2011/24/EE, xaitot Oéorule to
dikalwpa TWV PLOKWV TEOCWTIWY VA& AAUBAVOLV YOATIT Katayeagr) e Oepamelag
tovg, dev Ofomile avtioTolXn LMOXEEWOT OTOVG TIEOXOVG VTNQEECLWV VYEelag va
dBétovv Tov ev AOYW 1IATEKO @AKeAO 08 Pn@Lakt) Hoeen. ATOTEAETUA TWV AVWTEQW
elvat 11 OVOKOAN TMEOTPRAOT) KAL O TEQLOQLOHEVOG EAEYXOG TWV PUOIKWV TEOTWTWY 0T

dedopéva vyelag Tovg, kabBwg KAL 1) TTEQLOQLOHEVT] XOT|OT] aLTWV Vi Oepamtela.
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O motewvopevog Kavoviouodg EXAY péoa and ovvtoviopéveg doaoets @urodoel
VA AVTIHETWTIOEL TIG TTHQATIAV® TIQOKAT|OELS TTOL CUVOEOVTAL HE TNV TIOWTOYEVT] XOT|OT),
OeomiCovtac unxaviopovg v ) PeAtiwon e dAAEITOLEYIKOTTAG TWV CLOTNHATWY
TLOL XOTOLHOTIOLOVVTAL O€ €0VIKO eTUTIEDO e ATIWTEQO OKOTIO TNV eVioxvon NG B€ong Twv

VTTOKELEVQV TV DEDOUEVV.

Ewucoteoa, oo KepdaAawo II oto apBpo 3 mag. 1 tov Kavoviopov mpoBAémetat 0Tt
T PLOKA TIEOCWTIAX €XOVV DIKALWUA YIX AHLEOT), DWEEAV TIEOOPACT OTA TTEOTWTIKA TOVG
NAEKTQOVIKA dedopéva vyelag, mov emefepydlovial 0TO0 MAQIOO TG MEWTOYEVOUS
xonong. Ta dedopéva avtd Oa mEémel va elval 0g eVAVAYVWOTN, EVOTOMEVT] Kol
nieooBactun pooen). IlapdAANAa, Ta puotkd MEdCWTA €XOLV TO dKAlWHA VA TIAREXOLV
TEOoBaon 1) va (NTovy amnod kAToxXo dedoUEVWY aTtd TOV TOUEN TG VY ELG T) TNG KOLVWVIKT]G
ao@aAlong va dufiacet ta nAekToovikd dedopéva vYElG TOVG OTOV ATIODEKTN TNG
ETUAOYNG TOVG apéows, dwEeAV kal Xxwic eumoda (dpbpo 3 mag. 8). H ev Adyw ovOuon
elvat wlTeQA ONUAVTIKY YIX TOV EAEYXO0 TTOL ACKOVV TX PUOKA TTROCWTAX 0T dedopéva
TOLG, KAOWS TOLG diveTaLT) duVATOTNTA VA TTAREXOVV TTEOTPACT) & NAEKTOOVIKA DEdOEVH
vyelag otovg emayyeApatieg vyelag, mov Ta P T MEOTWTA ETUAEYOLV.

O meotewvopevog Kavoviopog madet éva Bripa mo mépa amo To dkalwpa 0T
@oontotta tov &pbpov 20 tov I'KIIA, to omoio megropiletal povo ota dedouéva oL
vroPdAdovtal oe emefegyaoia Paocel ovykatabeone 11 ovpPaone. Etol, pe tov vmo
e&étaon Kavovioud emektelvetar 1o dkalwpa  @oontotntac kat oe dedouéva 1)
emefegyaoia twv omoiwv Paciletar kar oe dAAeg vouikés Paoels, OmMws elvat 1
emefepyaoia yir Adyovg dnpooiov CUUEPEQEOVTOG.

[Tegattépw, 0to OO 6 TEOPAETTETALT) dNUIOVEY i VOGS EVEWTIATKOV HOQPOTLTIOV
AVTOHAAXYTG NAEKTQOVIKWV HNTOWWV VLYelag, 0 omolog meoAapPavel ) ta oOvVoAa
dedopévewy  TOL  TEQLEXOLY  TMAEKTQOVIKA dedopéva vyelag, ) Tt ovoTuata
KWOLKOTIOMONG Kal TIHEG TOL TEETEL VA XQNOLHOTOOUVTAL 0Tt €V AOYw OUVOAX
dedOHEVWYV KAL Y) TIG TEXVIKEG TQOIXYQAPES Y TNV AVIAAAXYT] NAEKTOOVIKWV
dedopévwv vyelag. MAAoTa, T QUOKA TIEOCWTIX €XOLV TO dKAlwHa v AauPdvouy
NAEKTEOVIKO avTiyQa@O TwV TNAEKTOOVIKWOV 0EdOUEVWY LYElg TOug OTovV &V A0Yw

EVEWTIATKO HOQPOTUTIO AVTAAAXYTIG NAEKTOOVIKWV UNTEWWV vyelag. 't var etva duvarr)
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N ACKNOT TWV AVWTEQW JKAIWUATWY TWV QUOKWOV TIROCWTIWYV ETIL TWV dEOOUEVWV TOVG
T KQATN HEAT LTTOXEEOLVTAL Vi Be0TIIOOLY TOLVAAXLOTOV [t VTINEETIX TIEOOPAONG T€

NAekteovika dedopéva vyelag oe eOVIKO 1) TOTIKO eTtiTEdO.

Yuvontika, oto KepdAawo Il tov Kavoviopov v tov EXAY OeomtiCovtat meooHeta
JIKALWHUATO KAL U XAVIOHOL IOV €X0UV OXeDAOTEL YIX VO CUUTIATIQWOOLY TA DIKALWHUATA
TWV QLOKWV TMEOCWTWV oL TEOoRAémovtat otov I'KIIA oe oxéon pe ta nAektoovikd
dedopéva vyelag Toug, OTIWG elvat To dikalwpa TEooPaong tov apbpov 15 I'KIIA, to omtoto
eloayetal oto véo Kavovioud evioxvpévo 0cov a@ood TNV TEWTOYeVY) xonomn. 1o
Avtiotola, 0pllovTal Ol VTOXQEWOELS TWV EMAYYEAUATIWOV VYRS GO0V agooa Tnv
TIOWTOYEVI] XONON TV NMAEKTEOVIKWV dedopévwy vyelac. Ewwkotepa, ot mdpoyot
vyelovoukng meplBaAymg, ot magoxoL LVTNEETLWV PNPLAKTG LYElRS, Ol KATAOKEVAOTEG
HAextoovikwv Mntowwv Yyeiag (HMY) Oa moémet va dtevkoAvvouy to dikalwpa twv
PLOKWV  TEOCWTIWV Vo aokoLV éAeyxo ot OwPiPacn Twv TEOCWTIKWY TOUG
NAEKTEOVIKWV 0edOUEVWVY VYelag kKat unv meQlopiCovy TNV AOCKNOT TOL OKALWHATOS

POONTOTNTAG AOYW TIEOTUTIWYV ATIOKAELOTIKIG EKUETAAAEVOTC.

Amoé tic pvOpioeis tov KeaAaiov II eEaopaAiletal TOVAAXIOTOV O KAVOVIOTIKO
eTUTIEDO N EVIOXLOT) TWV DIKALWUATWY TWV QUOKWV TIQOCWTIWV ETIL TV 0edoUéVwV vyelag
TOVG 0TO MAALOLO TG TEWTOYEVOUS XONonS Bétovtag tov moAitn/acOevr} oto emikevto,

aropével va dovpe Tg Oa AeltovpyrjoeL kat oTnV TEALT.

3.3.2. Anpovgyia eviaiag ayoQas mEoiovTwy Kol VINEECLWV PIPLAKTG VYELAG
H pepovwpévn 00domn twv KQATWV HeEAWV 0 CUVOVATUO e TOV KATAKEQUATIOMUO

oL Oeopkoy TAALOIOL 00OV AEOQA TNV OLXCLVOQLAKT] VLyelovoukn TteplBaAym

104 Eruonuaivetat 1t ovpgwva pe tov kavoviopo (EE) 2016/679 (IKIIA), ot vevOuvol emefegyaoiag dev
LTTOXQEOVVTAL VA TIXQEXOLV apéows ooPaot. EmumAéov, madtt oe moAA& péon vmdoxovy moAeg acBevay,
EQPAQUOYEC YIX (POQNTEC OLOKEVEC Kol dAAec vmnpeoieg mEooPaoncg oe mEoowmikd dedopéva vyeiag,
ovumegAauBavopuévaoy eOvikov AVoewv oe 0QLOUEVA KQATN HEAN, TO dikaiwpa mEooPaone oe dedopéva
vyeiag efocoAovBel va aokeital evoéws oe MOAAR péEn HéOow NG MAQOXNS TwV CNTOVHEVWVY DedOUEVWY
vyelag oe évTumn HoEEN 1) WS TAQWHEVWYV £YYO&pwY, dladukaoia 1 oTola etval xoovoBdoa. Avtd umoel va
TAQEUTODITEL TOPAQA TNV €YKALQN TTEOCPAOT] TWV PLOIKWV TEOTWTIWY 08 dedoUEVa LYelag Kat umoel va
€XEL AQVNTIKO AVTIKTUTIO 0T PUOLKA TQOCWTO TOL Xoetdloval apéows Vv ev Adyw meooBaon Adyw
ETIELYOVOWV TEQLOTATEWYV TIOL APOQOVY TNV KATAOTAOT] TNG LYELAS TOUG.
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ATIOTEAOVV OTUAVTIKOUG AVAOTAATIKOUG TTAXQAYOVTES Yl TNV AVATITUEN VTINEECLWV Kol

TEOLOVTWV Ympaxng vyelac.

O meotewvopevog Kavoviopog pe okomd va aVIIHETWTIOEL Tat aVOTEQW
TEOPATIHATA Kol VA BEATIOOEL T AELTOLEYIA TNG E0WTEQLKTG aYoQds Oétel éva eviaio
VOUIKO TAALOL0 Yix TNV avATITLET), TNV EUTIOQL KAl T X101 CLOTNUATWY NAEKTOOVIKWV

untowwv vyelag (HMY) ovppwva pe tic a&teg g Evworng.

Ewwoteoa, pe to KepaAaio III tov Kavoviopot yix tov EXAY OeomiCetat éva
VTTOXQEWTIKO OVOTNHA AVTOTILOTOTIOMNONG Twv ovotnuatwv HMY oe 0Aa ta kodtn péAn
m¢ Evwong. Zoppwva pe tovg véouvg kavoves ta ovotuata HMY Oa moémet va
OUHUHOQ@WVOVTAL HE TIC PACIKEG ATIALTIOELS TTOV OXETILOVTAL HE TN DLAXAELTOVQYIKOTN T
Kat Vv ac@dAeia. Me 10 véo mAaiow Aertovgyiag twv HMY duxopaAiCetar 1
OLHUPATOTNTA TWV NAEKTOOVIKWV HNTOWWV LYElag petalV kabe ovotuatos, wote va
kataotel o eUkoAN 1 dPiPaocn nAektoovikwv dedopévwy vyelag peTall TOouG.
Ewdyovtal véeg LVMOXQEWOELS YIX TOUG OLKOVOUIKOUG opeilc ovotnudtwv HMY, ot
EAAXLOTEC AMALTNOELS OV TIRETEL Vo TANEOUV Tt €V AOYw ovothuata, kabwg kat ot
VTTOXQEWOELS TWV AQUODIWV aQXwV emomtelag Mg &v Adyw ayopdc. Ilegattéow,
nooPAéTeTal 1 dnuoveyta Bdong dedopévwv omv EE yix v kataxwolon twv
Tiotoromnuévwy ovotnuatwv HMY aAda kat twv epaguoywv eveélag mov @Egouvv TN
OXETIKT) eTloNpavot) oL eoPAETtet 0 Kavoviouog yia tov EXAY. Ot mAnpogooteg mov Oa
Kataxweovvtatl otn Baor dedouévwy Oa elval dixbéopueg T000 0TOLVS XO1OTES OO0 KAl
otovg ayopaotéc twv HMY. Eruonuaivetat ot ta HMY vy va AaBouvv tv avwtéow
ruotomoinon Oa meémel va etvar oe Béon va amobnkevouvv kat va dufialovv

NAektoovika dedopéva vyeiag LVYMATC ToWOTNTAG pE AOPAAT] TEOTIO.

[Tegattépw, pe tov véo Kavoviouo yux tov EXAY kablotatar vmoxoewtikd to
MyHealth@EU -mtov péxot mootivog eixe vioBetnOel povo amd 10 kpatn péAN- wote T
PLOKA TIEOCWTIX VA& AVTIAAARCOOLV dACLVOQLAKA TA TIQOOWTIKA TOVG NAEKTQOVIKA
dedopéva vyelag. Avtd oe ovvdvaouO pe TIC TEOEENOel0ES amalTNoels KAt TNV

VTTIOXQEWTIKY TLOTOTOMOT TwVv ovotnuatwv HMY agevog Ba eEaopaiioovv duapdveln
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YLt TOUG XQNOTES KL AXPETEQOL DA HLELWOOLY TOVG DATLVOQLAKOUS POAYHOVS TNG XYOQRAS

Y10t TOUG KATAOKEVAOTEG

Ot avwtépw kavoveg -Olwg T0 CVOTNHA AVTOTILOTOTIOMONG- CLVUPBAAAOLY OV
QVTILETWTILON TOU TIQOPAT|UATOC TNG KATAKEQUATIOMEVNC ayoQds, OEToviag Kowvég
TIOODLAYQAPES KAL EVIALEG ATIALTIOELS DIAAELTOLOYIKOTITAG KLt ao@AaAelag o€ emtimtedo EE,
TS omoleg opelAovy va TnNEovv OAa ta cvomuata HMY. Evw, otnv avtipetwnion g
KATOKEQUATIOUEVTG AYOQAS OULUPAAAEL TO YEYOVOS OTL Yt TNV €I0AYWYN TWV VEWV
Kkavovwy dev emteAéyn Odnyia aAda Kavoviouoc. Etol, amotpémetat 1) amokAtvovoa
EPAQUOYN TWV KAVOVWYV, IOV Bat ITTOQOVOE VA €XEL AQVNTLKO AVTIKTUTIO OTNV TEOOTAT X
KaL TV eAevBepn kukAopopia Twv dedoUEVWY TTEOCWTILKOV XAQAKTI QX OTOV TOHER TNG

vyelac.

H vmoxpewtkdmta twv kavovwy dAAEITOVQYIKOTNTAS TWV OLOTNUATWV Oa
duxopadioel Ny eviala eQAQUOYT) TWV IKALWHATWV TWV QUOKWV TTROCTWTWY OXETUKA HLE
™V mEodoPaot kat TN dxBiPaocn Twv dedopévav tovg. AAAwoTe, COUPVA He LEAETT), TTOV
dleveoynOnke oxetwkd pe v epappoyr) tov I'KIIA otov touéa tng vyelag, eixe
ntagatnEnOel O0tL evw o Kavoviouog mapelxe ota @QUOWKA TEOOWTI EKTETAUEVA
ducatwpata mMEOoPaocns kat dBiBaong twv dedOUEVWY TOUG, 1) EQAQUOYN TOUG T)TAV
wiitega dvoxeETS e€attiag TG XAUNATG DIAAELTOVQYIKOTNTAS OTOV TOHEQ TG LYElaGS, N

ortotar QLOCOTAY HéOW TIOAEEWV T DETHEVTLKOV dtkaiov!®,

[Tepattépw, oL kavoveg miotomoinong twv HMY katn emonpuavon twv epaguoywv
evelilag eEaopaliCovv v LYNAT TTOOTNTA TWV DEDOUEVWY, TIOV ELCAYOVTAL O€ AVTA.
[Tookertat yix onuavTikr] eEEALEN, kaOwg HEXOL TWEA OL TANQOPOQLES TTIOV ELTAYOVTAL XTIO
PLOKAE TTEOCWTA DeV elval TOOO allOTIoTES OO0 T dedopéva vyeiag mov emaAnOevovtal
amd enayyeApatieg vyelag. Evaw, oty aflomiotio twv dedopévwv ouuPaAAet -mépav g
riiotoroinone twv HMY- kat 11 evkoAOTEQN TEOOPAOT) TWV PUOKWV TEOCWTIWV 0T

dedopévar TOVG, WOTE va HUTOEOUV va  evTOmilovv eyKalpwg TuXOV e0@AAUEVES

105 BA. Kavoviopds EXAY oeA. 8. BA. Johan Hansen et al, DG Health and Food Safety: Assessment of the EU
Member States’ rules on health data in the light of GDPR, Publications Office of the European Union, 2021
https://health.ec.europa.eu/system/files/2021-02/ms rules health-data en 0.pdf
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TIATQ0QOQLEC, KATL TTOV ETUTVYXAVETAL HECW TNG EVIOXVOTS TWV IKAIWUATWY QUOKWV
TIEOOWTIWYV OXETUKA He Ta dkatwpata toug oto KegpaAatio II tov Kavoviopov EXAY. TéAog,
N vPnNAN moTNTA TWV NAEKTQOVIKWV 0edOUEVWVY Lyelag €xel Wiaiteon alla yux tnv
ATIOTEAETUATIKOTTA Kol TNV TEO0D0 TNG EMOTNHOVIKYG €0evvag mov Paociletat o

dedopéva vyelag, OTws etvat 1 trtown axkpBelag.

Ao Ta mapaniavew kablotatat oagég otLot emtipéovg dEoveg Tov Kavoviopov v

tov EXAY Aertovpyodv ovpunmAnowpatika kat aAAnAévdeta.

3.3.3. Lvvektiko mAwaiolo yie tnv devtepoyevn xprion twv nAexktpovikwv dedouévwv

VYEIG aTO EPEVVNTEG, POPELG KalvoTopiag Kot vTtevOVVoUG xapadng ToAITikG

O motewvopevog Kavoviouodg v tov Evpwnaiko Xweo Yyelag @urodolel va
Oeomioel éva mMAalol0 KOLWVNG XOT|OTG OEDOUEVWV HE EVAQUOVIOHEVOUS KAVOVES YIX TNV
TEOOBAOT Kol TN XONON TwV NMAEKTEOVIKWV dedopévwyv vyelag xalt cagelc aQyés
drakvPBépvnong, mov Oa emitoéouvv T ovveQyaoia peyAANG kAlpakag oe OAN v Evpwnn)
kat Oa ovpuPBdAAovy otnv avamTuén g épevvag Kot NG kKawvotopiag. Ewwotepn, ot
Kavoveg tov ke@aaiov IV tov Kavoviopov ywix tov EXAY amookomovv otn dtevkdAvvo

TNG OEVTEQOYEVOUG XOT|OMG TWV NAEKTQOVIKWYV dedOUEVWY VYElXG.

Q¢ devtepoyevnc xonomn dedopévwv vyelag oplletat 1) meQALTéQw eme&eQyaoia
TIOCWTIKWYV dEdOHEVWY VYelag, Ta omola elxav apXkaws OLAAexOel yix *AA0 oKkOTO -A.X.
TIXQOXN] VTINQEECLWV  VYELOVOULKI)G  (PQOVTIOAC OTO VTOKE(HEVO TwV  OedOUEVWV-
(mowtoyevng xoromn) 1N dedopéva mov MaQApEVOLY amofnkevuéva oe amobeTrjow
TEWTOYEVOLG Xo101G (A.x. HAektoovikog PdreAog Yyelac) aAA& kot dedopéva vyelag mov
elxav ovAAexOel yix okomovg devteQOyevOUS XQNOTNG, OTws elval ta dedopéva TOL

OVLAAEYOVTOL 08 UNTEWA ACOEVELV Y TOV VTTIOAOYLOUO TV ETUTTWOEWV TG aoOévelnc.

Ztovg oKOToUg OeVTEQOYEVOUG XONONG - OMws avaAvoviat oto apbpo 34 tov
nipotetvopevov Kavoviopov EXAY- cvykataAéyovtar ot doaotnootntes yix Adyouvg

dnNUooiov CLUEEQOVTOC OTOV TOHER TNG ONUOOLXG VYelag, 1) MAQAYWYN emionHwv
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OTATIOTIKWY, 1] €TUOTNUOVIKT] £€0EUVA KAl 1) TIQOXT] €EATOUIKEVUEVTIC VYELOVOUIKNG
nteptBaAync. H magovoa peAétn Oa eotixoet otovg dvo teAevtaiovg Topels, eEetdlovtag
T0 véo Oeouo AL Kat T dLVATOTNTA TOL VA TTIQOXYEL TNV ETUOTNHOVIKT] £0€LVAX KAl
TIC OUYXQOVES LIATOKES HeDOdOVGS, OTIWS elval N LATOLKT) AKQLPBElaG, HETW TNG ATIQOOKOTITNG

avTaAAayNG dedopévav vyelag oe eOVIKO Kal dlxoLVOQLAKO eTtiTtedO.

Méxot twoa, ot Evpwmnatol egevvntés, oL eumAekOpEVOL OTOV TOHER TNG LYelag
@ooelc (A.X. paguakeLTIKES eTatQeleg, eTaQeleg IATOIKTG TEXVOAOYIAG) Kol oL vtevBLVOL
XAQAENG TOALTIKNG, AVTIHETWTILOVV ONUAVTIKA EUTOdX OTNV TIEOOPACT O TIOOOWTILKA
dedopévar vyelag. Me amotédeopa Ta dedOpEVA ALTA VA PNV UTTOQOUV Vi
xonowornomBbovv mMANEWS, £XOVTAG AQVNTIKO OAVIIKTUTO Ylx TNV £€Qeuva KoL Tnv
Kawvotopia, kKabwe kat TV avamtuln vEéwv Oepamelwv KAl ATOTEAEOUATIKOTEQWV
@apoparxwyv. To kLo epumodlo eykertat otig dixpoetikég egunveieg tov I'KIIA avd kodtog
— HEAOG, aAAd kaL otnV éAAel]m) Oa@TVELAS OXETIKA UE TO TIWS UTIOREL va eveQyoTonOel
N devteQoYyevrc xoNomn 0edopévwY LYelag, XwEIlc va vmovopevtel 1) mEootaoia g

WOIWTIKOTNTAS TWV VTOKELUEVWV TWV DEOOUEVWV.

O mpotewvopevog Kavoviopog yuax tov EXAY -0mtwg Oa avaAvOel otig emopeveg
EVOTITEG- OETELQNTA TOVG ETUTOEMOUEVOVS OKOTIOVE DEVTEQOYEVOUS XOT|OT|G, ETUDLWKEL TV
evapuovion pe toug kavoveg tov IKIIA. Evw, emduwoket nv emiAvon CNTUATOV oXETIKA
He TN voukn Baon vy tnv devtepoyevr] xoror dedopévwy vyelag, Tov pHEXOL TEOTIVOG
Paolotav kvolwg ot ovvaiveorn Tov vTokelpévoy, O€tovtag ouvxvd eUTOdx OTNV

ETUOTNHOVLIKT] KOLVOTNTA KAl OTIS duvATOTTEG TEOTPAOTG O€ dedopéva vyelag.

[Tepaitépw, mEoPAémovtal evpeteg katnyopteg dedopévwyv vyelag, oTic omoleg
HUTTOQOVV V& €XOLV TTEOTBAOT) OL EQELVNTES KL AAAOL EUTTAEKOEVOL OTOV TOHEQ TNG LYEIXG
@ooelg, WiwTkol 1) dnuociot. Ewwkotepa, oto mAaioo tov EXAY ta nAektoovucd dedopéva
vyelag vmapxovy, Mo1, Kat OLAAEyovtal amd TaEOXOVS VYELOVOULKT)G meplOaAng,
ETIAYYEAUATIKEG EVWOELS, dNUOCIOVS 0QYAVIOHOUS, QUOMLOTIKEG AQXEC, €0EVVITEG, OTO
mAiolo  Twv  dQaOoTNOT)TWV Tovg (TEwToYev)c xonon). Oplopéves katnyooleg
dedopévawyv oLAAEYOVTAL KLOIWS Ylx TNV TAQOXN VLYeloVOUkNnG meol@aAdng (A.x.

NAEKTEOVIKA UNTEWA VYEIAG), evw dAAeg OLAAEyovVTAaL Kat Yix dAAAOVG oKOTOVG, OTIWS N

65



£0€VVQ, OL OTATIOTIKES, 1) A0PAAEX TwV acOevav, oL QUOHLOTIKES dEAOCTNELOTNTES 1) 1)
XAa&N MOALITIKTG (DevTEQOYEVIIC XOT|0T])). XAQAKTNELOTIKO TIAXQADELYHA XTIOTEAOVV OL
EVEWTIAIKEG BAoelg OedOUEVWY TIOL DLEVKOAVVOLV TNV (TTEQALTEQW) XOT|OT) OEDOUEVWVY KAL
elvat duabéoueg o 0QLOMEVOUG TOMELS, OTIWS O KAQKIVOC (EVQWTAKO OLOTNHA
EVNUEQWOTG YIX TOV KAQK{VO). LOppwva pe tov meotetvopevo Kavoviopo ta wg avw
dedopéva O mEémel va dxtiOevTal Kol yior DeEVTEQOYEVT] XOT)OT), WOTe Vo aElomoinOovv

TIAT)OWG Tt 0QEAT) Toug atd TNV emotnuovikt) kowotnta (ITpootpo EXAY, ok. 38).

Ot véor kavoveg Oétouv Koo TAaLO0 deVTEQOYEVOUG XOTONG TV deDOUEVWY
vyelag, mov Oa emITEETEL 0TOVG dNUOCLOVG, WWTIKOVE, [ KEQOOTKOTILKOUS pOoQEels, kKabwg
KQLO€ LEUOVWHEVOUS EQEVVNTEC VA £XOVV TIROOPAOT) O€ DEDOHEVA VYElXS Vi TNV €Qevva,
He ao@aAr] TOOTO, pe aELOTIOTI JAKLBEQVTOT) KAl HE XAHUNAOTEQO KOOTOS A0 TO VA&

PaotCovtat ot ovykataOeon).

rroxog tov EXAY etval va «EekAedwoerr tn dvvaun twv dedouévwv vyelag,
EVIOXVOVTAG TIG DUVATOTITEG AELOTIOMOT] TOLG O€ DeLTEQOYEVEG eTtiTted0. OL VEOL kavOveg
Yo TN OEVTEQOYEVN XO1)OT) TWV NAEKTOOVIKWY DEDOUEVWYV VYElRG €XOUV WS KVUOLO OTOXO
™V evioxvorn g €pevvag HEowW TG MO AMEONS Kol XWOIS eUTOd aAVTAAAXYTG TwV

dedopévawv vyelag.

MaAwota, otov topéa NG Yn@Lakng VY elag OL EQEVVITEC KAL OL POQELS KALVOTOM LG
Oa £xovv 0@EéAT dvw TV 3,4 OLO. EVEW XAQT) OTNV ATIODOTIKOTEQT) DEVTEQOYEVN XOT)OT TWV
dedopévwv vyelag. Ot aoBOevelg kat n vyeovoukr meplBaAyn Oa emweeAnBovv amo
efowovounon 0,3 kat 0,9 do. evEW XAQEN OTNV TEOCPAOT] 0€ TO KALWVOTOUX LATOUCK
nEolovTa kat BeAtiowon g ANYng anmopdoewv. H eviatkdteQn xoNon moayHATIKWV
otolxelwv ot Xaoaln mMoALTIKNG Ywx v vyela Ba amogépel mpooOetn e£oucovounon
noewv, 1 omoia ektipataL oe 0,8 do. eVEW, Y Tovg LTTEVOLVOLS XAEAENG TIOALTIKNG KAL

TS QUOHLOTIKES dpX €C.100

Zan vopoOetikny mowtoPovAia yix 1 dnuoveyia tov EXAY @atvetar va

avtanokpivetal OeTikd Kot 1) eTULOTNHOVIKT) kKowvotnTa. Evdektikwg avagépetain dnAwon

106 BA. ArtioAoykr] éxOeomn Ipdtaong Kavoviopot yua tov Evpwnaikd Xweo Aedopévwv Yyeiag, oeA. 18
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¢ European Society of Medical Oncology (ESMO)'7: «Aedouévawv twv dvvatotntwy tov
EXAY yix tnv emutayxvvon tne épevvag, kabwc kat yia w1 feAtiovon tne mepibaAyne mov
napéxetar o aoleveic ue kapkivo oe Odaovvoplako meptpailov, n ESMO vmootnpiée
aueilikta éva EHDS nov Oa evioxver tny épevva yia Tov Kapkivo, 0o avtamokpivetal oTic
AVAYKEC TWV LATPIKWOV 0YKOAOywv Kot Oa MPOoPAETIEL la IO CVVEKTIKY) KAL OUOLOUOPPT)

nipocéyyton eaipean».

Ita emopeva Ke@AaAaia n maQovoa peAetn Oa eEeTdoel KATd TOTO 0L VEOL KAVOVEG
Y T dgvteQoyevry xonon dedopévwv vyelag Oa cLUPAAAOLY OTNV TIEOXYWYT] TNG

ETUOTNMOVIKNG £0ELVAG KL TIOLEG AAAEC TTQOKANTELS TTQETIEL VAL AVTLUETWTILOTOVV.

3.5. H devtegoyevr)s xoNone twv dedopévwy yia okomovs égevvag

Amo v avaAvon tov devtepov Kepadalov oxetwd pe v mpootacia twv
dedopévwy vyelag, éywve avuAnmto ot o I'KIIA a@rver onuavtika meolOwowx
TaREKKALONG ot kAT - péAN ¢ EE 600V agood v emefepyaoia Twv mMEOOWTIKWV
0edOHEVWYV VI OKOTIOUG ONUOOLAG VYElXG Kol ETUOTNHOVIKTG €0EVVAG, EVA) TAQAAANAX
TAEEXEL OTA KOATN - HEAN TN duvvatotnta va O€tovv mepaltépw TeQloglopovs. H
dvvatot)ta magekkAloewv Tov dpbov 89 oe cvvdvaoud pe To AEBEO 9 Ttap. 4 TKTIA €xet
odnynoet oe éva QUOKLOTIKO ocvvovOVAevua o¢ emtimedo Evpwmaikrc Evwong, kabwg to
ka&Oe xKoAtog HéAog divel AAAN egunveia Kol eQPAQUOLEL DIAPOQETIKA TOVS KAVOVES TOL
I'KTIA, 1% 6cov agopi TN xonon dedouévwv LYElag Yo €QELVNTIKOVG OKOTOUGS. AuTr] 1)
EAAelm) EVOQUOVIONG OXETIKA HLE TI) DEVTEQOYEVT] XONON 0EdOLEVWY VYElRG o 0AOKANON
v EE amoteAel teAkws eumodlo OTnVv TeQALTEQW X101 dedOHEVWY YIX OKOTIOUG

éoevvac.

Me tov mpotewvopevo Kavoviopd yux tov EXAY didetar n dvvatdm)ta va
erutevxOet evaguovion oe eminmedo EE 60ov agpood tnv mpooBaot oe dedopéva vyelag,
HEOW UG EVIAAG TTQOTEYYLOTG YIX TIG ADELES, TIC DXDIKATLES, KAL TIG £YYUT|OELS Ttov O

HUTTOQOVOAV VA EPAQUOCTOVV [e OLVETEWX 08 OAa tax KAt HéAN. O mEoTetvouevog

107 https://www.esmo.org/policy/policy-news/esmo-welcomes-the-adoption-of-a-research-friendly-european-
health-data-space-ehds-regulation-by-the-european-parliament-s-plenary
108 The Guild, 2021, o. 2
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Kavoviopog @ulodolel va amoteAéoel i OXETIKA AHeon QUOULOTIKY] ATtAVTOT OTIS
afePalotntes kat TG MEOKANOEelS ov oxetiCovtal pe tov I'evikd Kavovioud yux v

[Toootaoto Aedopévwy KaL TNV ETUOTNHOVIKY éQgvva.

To medlo e@apuOYNG TWV TQOTEWVOUEVWY DEVTEQOYEVWY XONOEWV TV
NAEKTEOVIKWV dedOpéVWY Lyelag oto mAaioo tov EXAY elvat wuitepa evpv. Omwg
eKTEONKE OTO TEONYOVHEVO KEPAAALO HEYAAO HEQOC TWV VPLOTAUEVWY DEDOUEVWY TIOV
a@oEoLV TNV vYela dev datiBevtat yix *AAAoLS O0KOTIOUE TTéQAV EKElVWV YL TOVG OTIOlOVG
OVAAEXONKav. To yeyovog avtd -Omwg emonuatvetal otnyv attioAoywkn okéyn 38 tov
EXAY- mepuoilet Tn duvatotnTa TwV EQELVITWY, TWV POREWYV KALVOTOUIAS, TWV POQEWV
XAQAENG TOALTIKNG, TV QUOUIOTIKWV AQXWV KAL TWV LTOWV VA XONOLUOTOOVV TA €V
Adyw dedopéva yix dLx@OQOLS OKOTIOUG, OLUTEQLAAUPavOpéVNG NG €Qevvag, Tng
KAXLVOTOMIAG, TNG XAQAENG TOALTIKIG, TWV KAVOVIOTIKWV OKOTIWYV, TG AOPAAEAS TwWV
aoBevaov 1] NG efatopkeLVUEVNC ATEKTG. )G ek TOUTOUL, Paoctkr) emdiwén ToL
Kavoviopov EXAY etvar va Oéoel tic Paoels, wote OAOL Ol KATOXOL dEDOUEVWV VA
OVHUPBAAAOVY otV TEOOTIABEr TTAT|IPOVG a&loTtoinong dedopévwy VYelag Y oKOToUg
éoevvac, kabwotwvtag OwxOéoues yix OgvTEQOYEV) XONOT OLAPORES KATNYOQLES
NAEKTQOVIKWV dedOpEVWV vYeiag mov daxtnovv. Lto dpbgo 33 opllovtal ot eA&XLOTES
KAXTNYOQLEG NAEKTOOVIKWYV DEDOLEVWYV VYelag oL TRémeL va dlatibevTal yio devtegoyev
XOMOM, CUUTEQLAAUPBAVOUEVNG TNG ETOTNHOVIKTG £0ELVAG. LTIC KATYOQLeG ToL dpBpou
33 eumintouv ot NAekTOOVIKOL PAKkeAOL LYElag, dedopéva IOV €XOUV AVTIKTLTIO OTNV LYElx
Kat elval XONoa ywx v Tkt akoBelag (m.X. xowwvikol, megipaAAlovtikol,
OUUTIEQLPOQLKOL TTAQAYOVTEG), T AVOQWTILVA YEVETIKK, YOVIDLWHATIKA KL TIOWTEOUKA
dedopéva, Ta NAEKTEOVIKA OedOUEVA VYEIRG, IOV TAQAYOVTAL ATIO TO ATOUO OTO TAALoL0
XONONG  epaguoywVv evellag 1 AAAwV Yneuakwv e@aguoywV vyelag, kabwg ot

NAeKTEOVIKA dedopéva vyelag amd Protoameles Kat eOKES PATELS DEDOUEVWV.

LZUVETWS, Ol KATyoplee MNAeKTOOVIKWV OedoUévwy VLYelRg TOL HTOQOVV v
vrtoPANOoVY oe emeleQyaaia Yo devtepoyevr) xorjon oto Aaiolo tov EXAY Oa mpémet va
elval emaQkWs evpeleg Kol €VEAIKTEG, WOTE VA avTanmokpivovial ot e£EALOOOUEVES

AVAYKEG TWV XONOTWV TV dedopévwy aAAd kat va ovpBdAAovy otnv mpowOnomn g
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éoevvag kot g Katvotopulac!®. ‘Etot, otov avtimoda ¢ KATAKEQUATIOUEVTS EQAQHOYTIS
tov I'KIIA, o mpotewvopevog Kavoviopog yux EXAY emdwwker va Oeomioel vopukn
LTTOXQEWOT OTOUG KATOXOUG TwV dedOUEVWY va HORALoOVTAL NAEKTQOVIKA dedopéva

vyelag yix devteevoVTEG OKOTIOVG, EQOTOV TANEOVVTAL 0QLOHEVES TTROUTIOOETELS.

H xonon twv nAexktgovik@v Oedopévwyv vyelag yix ETOTNHOVIKN €Qevva
ovOuiCetar oto ke@aAao IV tov motewvopevov kavoviopov yix tov EXAY. O
nipotetvopevog Kavoviopog 6oov a@opa T devteQoyevr] XONOT TwV TNAEKTQOVIKWV
dedopévwv vyelag, xonowpomnotel tig dvvatotnteg mov mEoo@épet o I'KIIA wg Baon!?,
OeomiCovtag emUMAEOV KAVOVES KAL HNXAVIOHOUGS, ot omtoiot Oa TEOPAEMOLY KATAAANAQ
KL OUYKEKQIUEVA PETOR Y T DLXCPAALOT) TWV DIKALWHATWY KL TwV eAgv0eQLV Twv

PLOKWV TTEOCWTTIWV.

Ewwoteoa, ovppwva pe myv artodoykr) okéyn 37 tov Kavoviopov EXAY «o
ntapwv Kavoviouoc napéxer tn voulkn paon ovpupawva e to apbpo 9 napay pagpog 2 otoLxein
0), 1), 0) xat 1) Tov I'KIIA yia ) devtepoyevn xpnon twv dedouévwv vyeiag, OeomiCovrag
gyyunoels yia v enedepyaoia, 000V a@opd TOVG VOULUOVS OKOTIOUG, TNV adlOTioTN
Otaxvfépvnon ya Ty mapoxn mpoopacnc o€ dedouéva vyeiac (Léow popéwy mpooPacne oe
oedouéva vyeiac) xat Ty emeéepyacia oe aoparéc nepipaAlov, kabwc kat AemTopépeLeg
yia v emegepyacia dedouévwv, mov kabopilovtar otny adela enelepyaoiac dedouévay.
Tavtoxpova, o artwv ta dedouéva Oa mpéner va anodeikvover 0tL diwbéter vouixn faon
ovupwva ue to apOpo 6 Tov I'KIIA, Bacer tne onoiag Oa umopovoe va Cntroet mpoopact) oe
oedopéva ovuPYE Ue TOV TAPOVTA Kavoviouo, kat Oa mpémer va mAnpoi tic tpovmoBéoeic
Tiov opiCovtat 0Tto kepadato IV». )G ek TOUTOV, OL ETUDWKOUEVOL OKOTIOL NG deLTEQOYEVOUS
xonong Oa mEémel va ovvadouvv pe AGYOug ONUOCIOL CLUEPEQOVTOS OTOV TOMER TNG

ONUOOIAC 1] eMAYYEAUATIKNG VYEIAG, TWV OTATIOTIKWV ONUOOLAG VYEIAS KAl TG XAXQAENG

109 BA. ArtioAoykr) okéym 39

110 AAAwote ovppva pe v atrtioAoykt) okéym 4 g Iootaong Kavoviouov yu tov EXAY «H enelepyacia
nipoowrikwy dedouévwy vyeiag vmokertar otic Owatalels tov Kavoviopov (EE) 2016/679 tov Evpwnaiko?
KowopovAiov kat tov XvupovAiov kat yia ta opyava kat tovg opyaviopovs tns Evwong, otov Kavoviouo (EE)
2018/ 1725 tov Evpwrniaixkov KowwopovAiov kat ZvupovAiov»
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TIOALTIKIIG, TV  0QAOTNOLOTTWV  €QEVVAC 1]  KALVOTOUIAG, TWV  EKTAEVTIKWV
dQaOTNEOTNTWY, TNG AVATTLENG Kol a&loAdynong aAyoolOuwv kat oLvoTNUATWV
TexvnTs vonuoovvng (Apbpo 34 EXAY). Zoupwva ue to véo Kavovioud yuax tov EXAY
oTtoloodNmoTe TEOTIOETAL VA eTdLWEEL Evay amo TOUG TTEOEENOEVTEG OKOTIOUG HTTOQEL Vo
(nNmoeL Kat va amoKTAOEL VOULLT TIROoPaoT) o€ dedopéva vyelag, vtoBaAAovtag altnon

npooPaong oto Pogéa IlpdoPaonc.

O mpotewvopevog Kavoviopog amookomel omn dnuovgyio evog Kovov Unxaviopov
TEOOPAONG T& NAEKTOOVIKA dedopéva vyelag Yo devTEQOYEVT) XOT|OT) 08 OAOKANQEN TNV
‘Evwon. Zto mAaiolo avtov touv pnxaviopov, ot kdtoxot dedopévwv Oa moémel va
kaOlotovv dBéopa Ta dedopéva ov katéxovv Baoet adelag (dkpBpo 46 EXAY) 1) aitnong
dedopévwv (apBpo 47 EXAY). 1o véo autd mAalolo ywx tnv meoofacn oe NAEKTQOVIKA
dedopéva vyelag OVUHUETEXOVV OL XONOTEG DEDOUEVWY, OL KATOXOL dedOUEVWV Kal EVag
@ooéac mMEOoPaong (1 TeQLOTOTEQOL), OTOV 0TIOl0 avatiBetal KL 0 Pactkog QOAOG Yix TNV
ieowON O™ TG deVTEQOYEVOUS XOT|OTS TV dedopévay, OTws Oa avaAvOel oto emouevo

KepAAQLO.

Zoupwva pe tov Kavoviopd EXAY omolodrmote guotko 1] VOUIKO TROCWTO, TIOV
ootletal wg «XENOTNG 0edoUEVWV»I (TO PLOKO 1] VOULIKO TTEOCWTIO TIOV ATIOKTA VOULLT)
TEOOBAOT O€ TIEOOWTIKA T] U1 TTROTWTIKA NAEKTOOVIKA DEDOEVA VYELXG VIO DEVTEQOYEVT)
xonom), umoel va voPaAel altnon mEOoPaong ota NAEKTQOVIKA dedopéva vyelag amo
évav KAToxo dedopévwy. Loupwva pe 1o ado 2 (ke) tov Kavoviopov yux tov EXAY
KATOX0G 0edopévwy etval kabe @uOokod 1) VORKO TEOOWTO, TO OoTtolo etvat ovtotnTa 1
POOENC OTOV TOER TG LYelag 1) NG TeelBaAymc 1] dteEdryel €épevva 07 aALTOVE TOUG TOLELS
Kat éxet v wavotta va Oétel oe diaOeopuomnta, petald dAAwv, va kataxwllet, va
naéxeL, va TepLoilet tnv meooBaon 1) va avtaAdaooel oglopéva dedopéva. Ot évvoleg
TWV PLOKWYV 1) VOUIK@V TEOCWTIWV TEEQUAXIBAVOLY dNUOCIOVGE Kol OLWTIKOVG POQELS, T

KEQOOUKOTIKEG OVTOTITEG KAL LEHOVWHEVOUG EQEVVITEG.

1 BA. apOpo 2 ototxeio kot EXAY
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O xoNomng twv dedopévawv vyelag Yo va amoktnoel TEOTPAOTS OTa NAEKTQOVIKA
dedopéva vyelag vToxpeoLTAL Vo ATOdELEEL OTL TTANEOVVTAL Pl ATO TIC VOUIKES BAoElg
miov optllovtatl oto apBpo 62 mapdyoapoc 1 otoxela ), y), €) 1 ot) tov I'KIIA xau
OVYX0OVWG OTL TANEOVVTAL oL TtEoUTI00E0eLg Ttov opilovtatl oto KepaAaio IV tov EXAY.
Ewuwoteoa, ovppwva pe 1o agbpo 35 tov cvuPipactikod oxediov et tov Kavoviopov
EXAY ot xoroteg dedopévawv vyelag emeEepydlovial NAEKTOOVIKA dedoUEVA VYIRS Y
devTEQOYEVT] XOT)OT) HOVO BACEL KOl CUUPVA HLE TOVG OKOTIOVG TIOL TteQAQBAvovTal o€
&delx dedopévawy katd Ta dpOoa 46 ko 47.

I'tvetat avuiAnmto otL o motewvopevog Kavoviopde Polokel éoetopa yix
devtegoyevr] xonom dedopévwv vyelag otn vouwn Bdon twv &eBowv 6 kat 9 maQ. 2
otoixela C), ), 0) xat 1) Tov I'KITA 600V agod ToUg VOULUOUS OKOTIOUG eTEEEQYATIAG TWV
dedopévwv vyelag pe TIg mepattépw mpovmobéoels va eEedukevovtal oto KepdAawo IV tov
Kavoviopov EXAY. Q¢ ex tovtov, oUp@wva kat pe v atrtoAoywn okéym 37 tov
ovpPLPacTkoL kelpévou et tov ITgotetvopevov Kavoviopov, ta k — pLdev umopovv Aéov
va dlatnovv 1) va OeomiCouvv Bdoel tov &pBpov 9 mapdyoagog 4 tov I'KITIA mepattéow
MEOUTI00E0¢ELS, OVUTEQUIAUPAVOUEVWY  TIEQLOQLOUWY KAl €KWV  daTAewV  TOL
ATIALTOVV T CVYKATAOEON TWV QLOKWOV TROTWTWY, 000V XPORA TNV emeEeQyaoio Y
deLTEQOYEVT] XONON TWV TEOOWTIKWY TAEKTQOVIKWV dedouévwy vyelag Paocet Tov
TIAQOVTOG KAVOVIOUOV, €KTOG amd TIG TEQLTITWOELS TIOL ava@eoviat oto abpo 33

TIAQAYQAPOG 5113,

112 ApB00 6 Nopupotmrta g enefegyaoiag 1. H emelepyaoia eivat ovvvoun povo eav kat pooov toxvet
TOVAGXLOTOV Hixx aTto TG akOAovOeg TEOUTIODETELS: ) TO VTTOKELNEVO TV OEDOUEVWV EXEL OUVALVETEL TTNV
emegeQyaoia Twv dedoUEVWY MEOCWTIKOV XAQAKTIQA TOV YIA £VAV 1) TTEQLOTOTEQOVS CUYKEKQLUEVOUG
okomovg, ) N emefepyaoia elvatl anagaltnn yix TNV ekTéAEOT COUPAONG TG OTOIAG TO VTTOKEIUEVO TWV
dedopévwV eivat CVUPAAAGLLEVO LEQOG 1) Vi vat ANpOoUV HéToa KAT' aiTnoT) TOL VTIOKELUEVOL TV DEDOUEVWV
mEwv and ) ovvaym ocVUPAoTG, Y) 1] EMEEEQYATIA EIVAL ATAQALTNTN YIX T CUHUOQQWOT] Ue évvourn
VMoXEEéwaT) ToL VevOVVOUL emeéegyaoiag, d) 1) emefegyaoia eivat amagaitntn yix ) dxpVAaén Lwtucov
OULPEQOVTOS TOV VTOKELUEVOL TV JedOUEVWY 1) AAAOU QUOLKOV TIEOOWTOV, €) 1) emefepyaodia eival
ATAQALTNTI YLK TNV EKTANQWOT] KAONKOVTOG OV EKTEAEITAL TTQOG TO ONUOCLO OULIPEQOV 1] KATA TNV
aoknon dnuooiag efovoiag mov éxel avateOel oTov vevBLVVo emefepyaoiag, oT) N emeseQyaoia eival
ATAQALTNTI YLX TOUG OKOTIOUG TV EVVOUWYV GULIPEQOVTWYV TIOL EMLOLWKEL 0 LTTEVOVVOG emeseQyaaiag 1)
TEITOG, EKTOG EAV EVAVTL TWV CUUPEQOVTWY AVTWYV VTEQLOXVEL TO CUHQEQOV 1] Ta OgpeALdn) dikauwpata
Kol oL eEAevOeQies TOV VTIOKELHEVOU TwV JEDOUEVWY MOV eMIPBAAAOLV TNV MEOOTACIK TwV dedOHEVWY
MQOCWTIKOV XAQAKTNOA, DLW EAV TO UTOKEINEVO TwV dedOUEVWY elvar atdi.

13 Youpwva pe to &e0oo 33 ma. 5 0mws éxel dapoppwOel oto oLUBLPAOTIKO KElPEVO T K — [ dUvavTaL va
BeomiCouv avotnEoTepa HETEA KAt EOCOETEG ey YLUNoels e eBVIKO eTimedo He OTOXO T dXTPAALON NG
evaoOnoiac ko g aflag Twv dedopévwv mov epmintovy oto &EBo 33 apdypapoc 1 otolxeia €), oT), 1Y)
KoL €g).
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X1o onuelo auto emonuatveTal OTL N aQXIKT) €kdO0T TNG VOUOOETIKTG TEOTAOTS
v tov EXAY, 6nwg dnuooievtnke tov Mawo 2022, dev mpoéBAeme KATIOO pNXAVIOUO
ovYKaTABeong Y TN deVTEQOYEVT] XONON TWV DEDOUEVWY VYEIXG TTEQAV TNG TTAQATIOUTING
oto €0vwko dikao . H emidoyn) avtr] mookdAeoe évtoves ovlntroels kat WiteQo
MEOPANUATIONO VX To €dv 0 Vvéog Kavoviouog dwxopalAiCet éva emagkés emimedo
TEOOTACIAG TV deDOUEVWYV VYELAS Kal KATd OO0 T LTTOKEIpEVA TwV dedOUEVWY €XOLV

TOV €A€YX0 TG DEVTEQOYEVOUS XONONG TWV OEDOUEVWV TOUG.

Kata px amoydn, n anmovoila pnxaviopov ovykatdOeong dikatoAoyeltatr and to
YeYovog OTL KAt T OEUTEQOYEVI]) XONOTN T dedopéva elval elte avwvopa elte
Pevdwvupomomuéva, evw oto véo Kavoviopuo mpoBAémovtat loxvool pnxaviopot yux tnv
nEootaolx  Twv dedopévwv amd TLXOV KATAXQNON, OMws elvat 0 KatdkAoyog
ETUTQETMOMEVWYV XOT)OEWV 0T0 &0000 34 Kol OL ATIary0QeVIEVES XONOELS 0To 00 35, aAA&
KL €VAG LOXVEOG UNXAVIOUMOS daKLBEQVNONG péoa amo TN Agrtoveyia Twv QOoEéwv

TEO0BAONG.

AT 10 0x£010 €kBeong mov dnuooievoe to Evpwnaikd KowvoBovAwo yia tov EXAY,
kaOwg kL amo 1 ovpPiPactikny mEdtaorn Tov XuvpBovAlov g EE mooxvmtel Ot 1
TIAXQATIAVQW ETILXELONHATOAOY X dev a&loA0YNONKE WG €MAQKTG, WOTE VA dKALOAOYNOEL
mv éAAen)n pnxaviopov ovykataBeong. H mapanavw moooéyylon Poloket kt dAAovg
ETUKQLTEG, OL OTtoloL LTOOTNEILOVV OTL 1) PeVOWVLHOTIOMON TWV dedOUEVWY dEV TLVIOTA

ETIOQKT] £YYUNOT] YL U1 ATIOKAALYT) TV OTOLYEWV TOV VTTOKELHEVOL TV DEDOUEVWV.

Eva, vrtoyoappiCouv 0Tt 1] avwVUHOTIOoT) -EAV KAL CUVIOTA VA LOXLEO EQYAAELD
neootaoiag twv dedopévwv-  efarxoAovOel va Paociletar oe dedOUévA TEOOWTIKOV

XAQAKTNOA KAL CLVETIWS OLVIOTA avTIOTOLXN €MeEEQYATIO TIQOOWTIKWV DedOUEVWY. L

114 BA. Agxwkr} pooe@r) tov deBpov 33 mag. 5: «Otav n ovykatdOeon Tov QUOLKOD TIPOCWTIOV ATALTELTAL ATIO TNV
eOvikn vouoBeoia, oL popeic pdofaocnc oe dedouéva vyeiac faciCovial 0TIC VTIOXPEWDOELS TOV opilovTal 0To

TIapov KeEQPaAalo yia Ty mapox1) mpoofacnc o€ NAeKTpovikd dedouéva vyeiac».
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k&Oe meplntwon 1 emelegyaoia twv dedouévwv vyelag Oa moémel va yivetal oe éva
ao@aAéc meQPdAAov emefepyaoiag. Ot dvo evpwmaikol ogyaviopol ot ekBéoelg Tovg
dIATLTTWVOLY  TOV  MEOBANUATIONO TOLVG YURw amd NIuata, Onmwe  eivat n
AETITOUEQEOTEQN EVIUEQWOT TWV VTIOKELUEVWY AVAPOQLKA UE TI) DEVTEQOYEVN XONON TWV
dedopévwv Toug, Kabwg Kol 1 dOLVATOTNTA TWV VTIOKELUEVWV Va eTUAEYOLV va e€EapeOovv

Ta dedopéva vyelag TOUG AT TN dEVTEQOYEVT] XOT|OT).

Q)¢ EOg TV MANEEOTEQN EVNHEQWOT) TWV LTIOKEIEVWY emionpatvetatr 0t o I'KIIA
-OMWGS AVAAVONKE TNV TTEONYOVUEVT] EVOTITA- TEOPBAETEL OQLOUEVES TTIAQEKKALTELG OO0V
agopd TNV emefeQyacia  MEOOWTUKWV  dedopévwy  ylx  OKOTOUG  €QEvvag,
OLUTEEQUAAUPBAVOUEVIS TNG TIAQEKKALONG amtd To dkalwpa evnuéowons (&oboo 14
I'KTIAY). T'tvetat avtiAnmto 0tL 1) TaEKKALON amtd To dKalwUa NG EVNHUEQWOTNG €XEL WG
ATOTEAEOPA T LTIOKEHEVA TwV dedOUEVWVY va 1 YVwllovv OTL T dedopéva TOUG
vrtoPdAAovtal oe emeEeQpyaoia Kal, wg ek TOUTOV, deV Bat UTTOEOVV Vot ACKT)OOLY T AAAX
dikatwpatd tovg. QoTtdoo, N dLVATOTNTA TAQEKKALONG OIKALOAOYE(TAL CLXVA €AV 1)
emeepyaocia Twv dedoUéVWY TEOOWTIKOV XAXQAKTNOA YIVETAL YIX OKOTOUG €Qevvacg,
ka0ws AOYw NG ONUAVTIKNG CUUPBOATIC TNG ETOTNUOVIKTG €QEVVAG OTNV EVNHEQLX TOV
OLVOAOUL TIG KOVWVIAG, 1) TAEKKALOT aTtO TO dikalwpa avtd Bewoeltal avaAoykr), OTIwe

KQL O OXETIKOG AVTIKTUTIOC OTA AOLTIA DIKALWHATA TOV VTIOKELEVOU.

To &pOpo 38 tng apxikrc ékdoong tov Kavoviopov mpoBAémel 0Tl N maQéKKALoN
ard 10 dkalwpa otV TANEOEOHENOT WXVEL TAEOV Yix OAOVG TOUG TIQOTELVOUEVOUG
devtepevovteg okomovg!t. H ev Adyw evpela eméktaon g MaékkAlong ano dkalwpo

otV MANEOEOENOT] 0To TAaiolo TG  devteQoyevovg  XEMNomNg  eyelpel  évtovo

15 Youpwva pe 1o de0o 14 TKIIA otav ta dedopéva EOoWMIKOU XAQAKTHOA dev €Xouv OLAAeyel amd To
LTTOKELUEVO TV DEDOUEVWV -KATL TOL TLUBALVEL CLXVA OTO TTAKIOIO DEVTEQOYEVOUG XOTONG OEDOUEVWV-, O
vTeVOLVVOC eTeLEQYATIAG TTAQEXEL OTO VTIOKEIHEVO TV DedOUEVWY TIC €ETG TTATQOPOPIES: A) TNV TALTOTTA
KO T oToLx el tov vevBLVOL emeeQyaoiag, B) Ta oToLxElx ETKOLVWVIAG ToL LTTevOLVOUL emefegyaoiag, V)
Tov OKOTOVG NG emefeQyaoiag kabwe kat T vopkn Baon yax v emefegyaoia, d) TG Katnyoples Twv
0edOLEVWY, €) TOUG ATIODEKTEG TWV DEDOUEVWY, OT) YIx EVOEXOHEVT) TTEQALTEQW dAPBIPaor o€ artodétn o€ ToiTn
Xwoa 1 o€ dLeOvr) ogyaviopo.

116 BA. ApOpo 38 ma. 2 Tnc apxkrs éxdoong tng ITpdtaong Kavoviopov yu tov Evpwnaikd Xweo Aedopévwv
Tyelag: «2.01 pogeic medoPaong oe dedouéva LYEIRG deV LTIOXQEOUVTAL VO TAQEXOLV TIG €1DKEC TATIQO(POQLES
duvaer Tov dobov 14 tov kavoviopov (EE) 2016/679 oe k&Oe @uowd TEOOWTO OXETIKA e TN XONON TWV
0edOLEVWVY TOUG YLt £QYA TIOL VTIOKEVTAL O& ddelx emeEeQyaoiag 0edOUEVWV KAl TTAQEXOVV OTO VEV KOO
TIANQOPOQLEC TXETIKA LLE OAEC TIC ADELEG ETEEEQYATING DEDOUEVWVY TIOV ekdidOVTAL COUPWVA e TO dEOQO 46».
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TEOPANUATIONO, TTOL deV elvat duvaTtov va apBet oUTe pe TIC daTAEelS TwV AEOwWV 38 Kat
39 tov EXAY, odvvduel twv omolwv ot @oeic pooBaong vroxeeovvtat va Oétovv otn
dukBeon TOL KOOV OQLOMEVEG TANEOPOELEG KAl va dnpootevovy etoa ékbeon)

dQaCTNELOTHTWV.

Zan duvatodtnTa TV PORER TIEOOPAOTIG VA UMV TAQEXEL OTOVG TOAITES €1OKEG
TtANEOPOOLeS (0Tt opllovtat oto aeBpo 14 I'KIIA) oxetucd He T XO1OT TWV dedOUEVWV
TOVG 0€ OLYKEKQIUEVA €Qya duvApeL TS Q. 2 Tov apBpov 38 tov Kavoviouov, éxovv
aoknoet koutkny 1o Bvowmaikd XvupBovAlo Ilgootaoiag Aedopévwv (European Data
Protection Board, EDPB) kat o Evpwnalog Entitoontog ITpootaoiag Aedopévwv (European
Data Protection Supervisor, EDPS). Educoteoa, emonpuaivouy 0TLT) eLl0ayOUeVN TAQEKKALOT)
pUmogel va 0dNyrMoeL oe amEOPAETTEG OVVETELES Vi T OepeAdn dKALWUATA KAL TIG
eAevOeplec twv  vmokelpévwY TV dedopévwyv, eAdelpel mMEOPAeYNC  edKOTEQWV
npoUmoBéoewv vmo TIc omoleg Oa pmogovoe va epagupootel 1 dixtaln. 17 Eva,
ETUOTHA{VOLV OTL OL TTATIQOPOQLEG TTOVL TTAREXOLV OL POQEIS TTEOTPACTG OTO KOLVO dUVAUEL
TV dtaewv TOL TEOTEVOUEVOL Kavoviopov elvat agketd adploteg, pue amotéAeopua
va unv mAnovTal évag atd Toug Pactkovg okomovs tov EXAY, mov dev etvat dAAog attd

TNV €VEQYT] EUTAOKN TV TOALTWV/ aoOevawv.

Ot magamdvw meoPAnuatiopotl cvvéBadav ot dAHOEPWOT) TOL CLUBLBACTIKOV
kelpévou tov Kavoviopot yux tov EXAY kat eldukdtepa otV 100momoinon g mag. 2 Tov
&o6pov 38 tov Kavoviopov, omov mpofAémetal 0tL 0tav éva kQATog péAOG €xeL Oeomioet
T duVATOTNTA ACKNONG TOL dKALWUATOG e€alpeong (opt — out) oToLG POoEElS TTEOTPAOTS,
TOTE OL OXeTKol Poelc TEOTPRaoNG ot dedopéva opeldovy va maéxouvv ONUOoLeg
TIANQ0@OQRLec oxeTk& pe TN dxdikaoia eEalpeong Kat va dlevkoAVVOLV TNV AOKTOT] TOL

ev A0yw dkawwpatog. 18 [Tepattépw, HeTtd TNV TEOTELVOUEVT] TQOTIOTIOMOT) ToL dEOOoL

117 BA. EDPB - EDPS Joint Opinion 03/2022 on the Proposal for Regulation on the European Health Data Space,
Adopted on 12 July 2022, p. 24, Available at: https://www.edpb.europa.eu/system/files/2022-
07/edpb _edps jointopinion 202203 europeanhealthdataspace en.pdf

118 Proposal for Regulation on European Health Data Space — Analysis of the final compromise text with a view to
agreement, 7553/24, Brussels, 18 March 2024, Article 35e,

Auvailable at: https://www.consilium.europa.eu/media/70909/st07553-en24.pdf
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389, oTic TANPOPOPLeC TTOL LTTOXPEOVTAL VO TIAREXEL O POREAS TIOOOPAOTG OTA PLOLKA
TIEOOWTIOL OXETIKA UE T NAEKTQOVIKA dEDOUEVA VYelag oL datibevtal Y devteQoyevr)
xonomn, mpootiBevtat mALov Kat oL éENG Katnyoplec:

- 1] TAVTOTNTA KAL T OTOLXELX ETUKOVWVIAG TOL poQéa TEOTPAoTS 0T dedoéva,

- TO aQXelo OXeTKA He TO TOLOG éXel AdPel mTEOoPaoT o& ol CVVOAX dedOUEVY LYELXg,

- 1) AdEL OXETIKA [LE TOUG OKOTIOUG €TEEEQYATIAG TOV OVUUPwVa e TO 0o 34 Tap. 1.

ATO TIC AVWTEQW TIQOTELVOUEVES TTAQEUPACELS YIX TNV KAAVTEQT) EVIUEQWOT] TWV
TIOALTV TEOKVTITEL OTL €XOLV AN@Oel LTIOYN OL TEOBANUATIOHOL OXETIKA e TNV Vel
ETIEKTAOT) TNG MAQEKKALOTIC A0 TO dKAlWUA EVNUEQWONG, KABWS KAl O YEVIKOS Kavovag
OTL oL efapéoelg mMEETEL va ggunvevovtal otevd. M evpela efalgeon amd Paocucdk
JIKALWHUATH TOV VTOKELHEVOL TV OEDOUEVWVY EVEXEL TOV KIVOUVO LTIOVOUELONG TWV
dukatwpatwyv tov. Evaw, 0mtwe non eAéx0n kat Oa avaAvBel otnv emtdpevn evotnta, 0to
OLUPLBAOTIKO KEHEVO TIQOTELVETAL VA& HTIOQOVV oL ToAltes/aoOevels va emtiAéyouvv tn
deLTEQOYEVT] XONON TWV NAEKTQOVIKWV eDOUEVWV VYELXS TOVG KAL VA EVIUEQWVOVTAL YLt
™1 dLVATOTNTA AVTH, OTO TAALOL0 EVIOXVONG TNG DAPAVELAG KALTNG EVEQYOUS CUUMETOXNG
TV MOALTV. AAAwOoTe, 1) dlx@avelx elval pa €k TV BACIKOV aQXWV TEOOTACIAG TWV

TIROCWTILKWV dedOUEVWYV, OTws opllovtal oto &eBo 5 map.1 tov I'KIIA.

3.5.1. H 0¢omion punxaviopov opt-out atov EXAY

Aedopévov OtL 1 0ELTEQOYEVIG XOMOT] TV dEdOUEVWY Ylx OKOTIOUG €QEVLVAG
ovveTtayetal emefepyaocia Wuwitepa evalobntwy dedopévwVY Y 0KOTIOUG AAAOLS ATtO
exelvov ylia tov omolo oLAAEXONKav, To VEO TAAIOO TOVL ELOAYEL O  TIQOTELVOUEVOS
Kavoviopog EXAY Oa moémet va dixo@adiCet éva eAaxioto emimedo eAéyxov twv
LTTOKEHEVQV €T TV dEdOLEVWY TOVG. (d0T000, amo Tig QLOHioels Tov KepaAaiov IV tov
TEOTELVOUEVOL KavoviopoU -TovA&XLoTOV 0NV Q) Kr] TOL €kdOXT)- TIEOKVTITEL OTL OOV
QAPOEA 0T OEVTEQOYEVN XOT|OT] TIOWTAQX KOS KAL KUOLOG 0TOXOG £(val 1] KOLVN) XOT|OT] TV

dedOHEVWYV KAL 1) AUEOT) TIROOPACT) 0 DEDOUEVA VYEIRG [le OKOTO TNV TIROXYWYT] TG

9 o.m.
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éoevvag, pe ta CNTHATA JATPAALONG TWV IIKALWUATWY TWV VTIOKELLEVWY VA QatveTat

OTL TEQVOVV O€ OeVTEQT) Holoa.

Ot ovOpioeic Tov Kepaaiov IV duaxmvéovtat amo v magadoxr) OtL 1) égevva 0Tov
Topéx TG vyelag efumnEetel TO OdNUOCIO OCLUEPEQOV Kal LTTO AvT TNV éVVvolx T
NAektoovika dedopéva vyeiag amoteAovy koo ayado, wote Ta ATopa dev £XOLV €VVOUO
ovupépov va meglogiCovv TV mEOoBact o0& avtd. ALTO ATOTUTIWVETAL KAL OTNV
artoAoy k) okédn 37 cOUPVA e TNV 0TIl «1) OEVTEPOYEVNG X PIoT] TWV NAEKTPOVIKWOV
Oedouévwy vyelac UTOpEL va amo@épel peyala Kowwvika opéAn». Adoolx avtig tng
TIQOOEYYLONG elval O TEQLOQLOMOS TOV EAEYXOU TOU VTIOKELUEVOL ETIL TV OEDOUEVWVY TOV

OTAV TIROKELTAL YLt DEVTEQOYEVT] XOT1)OT) AVTWV.

H moooéyylon avt éoxetar oe evbela avtiBeon pe m PBaowkr) @urodolia tov
nipotetvopevov Kavoviopov yux tov EXAY va eviox0oel ta dIKAWUATA TWV QUOLKOV
TIEOOWTIWV O& OX€0T] pe T daOeoudTNTA Kol TOV EAgY X0 TV NAEKTEOVIKWV dedOUEV@Y

vyelag Tovg, OTws amoTvTveTal 0to o 1 a. 2 ototxelo a) tov Kavoviopov.

ATO T avwTéow yivetatl avtAnmto OtL anatteltal tgomomnoinon tov KepaAatov
IV tov Kavoviopov, wote va evagpoviCetal pe to facuco otoxo tov EXAY mov dev elvat
AAAOG atd TV EVIOXLON TV DIKALWUATWY TWV PUOKWOV TIEOCWTIWV ETL TV dEDOUEVWV
vyeiag tovg. Ilgog avtr] TNV katevOLVON KIvoUVTAL Ol TEOTACELS TOVU OLUBBAOTIKOV
Kelévou tov Kavoviopov vy tnv mANe£€otepn eVNHEQWOT TWV PUOKWOV TEOCWTIWY WG
TIOOG T OEVTEQOYEVH] XO1ON TWV DEOOUEVWY TOUG -OTwG eKTEONKE OTNV OO YOULLEVT)
evotta- kKabwe kat yu T O€éomion evog punxaviopov eEaipeong (opt — out). Ewducodteoa,
otig 15 Maortiov 2024 ta Oeopka opyava e EE katéAn&av -petd amd moAAamAég
dLATIQAYUATEVOELS KAL TEXVIKEG OUVEDQLATELG- O€ CLUPVIA OXETIKA HE TO akavOwdeg

(NTNUa TG eEalQEOTS ATO T DEVTEQOYEVI] XOT|OT) TWV NAEKTQOVIKWY dEDOUEVWV VYELNG.
Me to unxaviouo e€atgeonc Oa mapéxetal ota LOKA TEOCWTIA 1) DLVATOTNTA Vo

ex@OAooLV ENTA TNV emtiBvpia Toug va unv vToPBANOOLY o€ emteEepyaoio OAa 1) LEQOS TV

TIQOOWTIKWV NAEKTQOVIKWV OEDOUEVWV VYELIXG TOUG YIX 0QLOUEVOLG 1) OAOUG TOUS OKOTIOUG
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devtepoyevoug xoronc!®. Avt n duvatotnta efalgeonc Oa umogovoe va amoteAéoel
LOXLOT] €YYUNOT WS TEOGS TNV eTteepyaoia NAekToOVIKWY dedopévwy vyelag (evatodnta
MEOOWTIKA dedopéva) oto mAaioo tov EXAY, otic meounmtwoels mov dev amatteltat
ovykatdBeon. Emonupatvetrat 0tL 000V a@OQA 1Tn DEVLTEQOYEVI] XONON YEVETIKWV
dedOHEVWY, YOVIDIWHATIKWV KL TIOWTEOUIKWV 0edopeévwy 1 meotaon Kavoviopov
vioOetel avoTnEOTEEN TTEOTEYYLOT), KOG Tar dedopéva avta datibevtal yix devteQoyevn)
xonon povo petd ovykatdBeon tov vrokeevov. H emidoyr) avtr) dikaoAoyeitat amo
oV itega evaloONTo XAEAKTIOK TWV YEVETIKWVY dedopévwy aAA& KLElwg amd To
YEYOoVOG OTLT] AVWVUHOTIOMOT] TOUG CLVIOTA OVOKOAO KAL OLXVA UN eTUTEVELO ey xelonua

eEartiog Twv TEXVOAOYIKWV eEeAilewv.1?!

Znv arttioAoyikn) okéPn Tov OVUBLPACTIKOV KEWEVOL XTIOTUTIWVETAL TTAEOV QNT&
OTL «Ta PUOLKA TTpoowTa O TIpéTeL va EXovy AOYo 0TNY EMEEEPYATIA TWY TTPOTWTILKWV TOVG
nAextpovikwy dedouévwy vyeiag yia devtepoyevn x pnon dvvaueL Tov TapovToc Kavovio Lov,
pe T poppn dikatwuatoc eéaipeonc ano tn didbeon Twv v A0yw MPOOCWTUKWOV TOUG
nAektpovikwv dedouévwv vyeiag yia devtepoyevn xpnon». Ymoyoapuupilovrag ot etvat
CETUTAKTIKT] QVAYKT] V& TIAPEXOVTAL OTA QUOLKE TPOOWTIX EMAPKEIS KAl TANPELS
TIANPOPOPLEC OXETIKA He TO Okaiwpd Tovg va e&atpeOovy, ovumeptAaupavouévwv twv

TIAEOVEKTNUATWY KAL TWV UELOVEKTNUATWY KATA TNV AOKNOT) TOV OIKALWUXTOC QRUTOD».

1o mAalowo avtd ewoayetal pe to mEOTEWVOUEVO dpOpo 3501 TO dkalwpa
efalpeong (opt out) and v emefeoyacio NAEKTEOVIKWV deDOUEVWV YIX DEVTEQOYEVT)
XON oM. LTV TEOTELVOUEVT DLATAEN TEOPAETETAL OTL TA PUOKA TEOTWTIA €XOLV DKW
va eEapebovv and v emefeQyaoia Twv 0edOUEVWV TOUG AVA TACK OTLYUT] KAl V&
ETIAVEEETAOOLVY TNV €TAOYT] TOLG omotedntote. Q0TOOO, emonuUatveTat OtL 11 AoKNOT
avTOL TOL JKALWMATOG Oev  emnEealel TN VOHUHOT)TA NG emelepyaoiag mov

oy patorou)Onke oto mAaioo tov EXAY mowv to puotkd mpdowmo emiAéel va eEaxtpeOetl

120 Ciara Staunton et al, Ethical and social reflections on the proposed European Health Data Space, European Journal of
Human Genetics, 2024, Available at: https://www.nature.com/articles/s41431-024-01543-9

121 TTio OUYKEKQLUEVA, TA OEDOUEVA TTOV ETIL TOV TTAQOVTOG ELVAL AVWVUHA -KOL KATA CLVETIELX YT TIQOOWTIKA-
eVdEXETAL 0TO HEAAOV VA KATAOTOVV TAVTOTIOW| TN, KATL IOV OCLUUPAIVEL TUXVA OTOV TOUEX TNG €QELVAG YLK
OTiavieg aoOéveles.
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(&pBpo 35 mapdyoagog 5), dAAwote duapogetikr) TEOPAeYn Oa Mtav oe Pdoog NG

TIQOODOL TNG ETUOTIUOVIKTG £0EVVAG.

[Tegattépw, otV maQ. 2 ToL MEOTEWOHEVOL aBpov 350t mEOoPAémteTal Ot o
HUNXaVIoUOG e€aipeong (opt out) Oa mpémel va etvat eDKOAQ TTOOOPBATILUOS KAL KATAVOT)TOG
0710 VTIoKEHEVO TV dedopévwv. Edwdteon, o pnxaviopos Oa mpémel va TQoo@EQeL oTa
PLOKE TEOCWTIA T dLvATOTNTA VA ekPEAlovV Entd TV embvpia TOLG va UV
vrtoPAnOovv oe emefeoyaoio OAx 1) HEQOC TWV TQEOCWTIKWYV TOVS MAEKTQOVIKWV
dedopévwyv vyelag yix 0QLopéVoug 1) OAOUG TOVG OKOTIOUG deLTEQOYEVOUS XONONG. L&
TMEQIMTWOT] TOL T PLOKA TEOCWTA  €KPEALOLY ENT& TV embvpia TOLvg Vva
XONOLUOTIOMOOLVV TOV HNXAVIOUO €EAlQEONG OTOUG KATOXOUG dedOHEVWY, OL KATOXOL
dedopévwv vTtoxeeoLVTAL Vo KATeLOVVOLV Tat PLO KA TTEOTWTIA OTOVS POEELS TEOTPRAOTS

ota dedopéva vyelag.

[TapdAANAa, EoPAETeTaL OTL T VTTOKEHEVA TV dedOpEVWY O O VTTOYPEOVVTAL
va altloAoyovv NV eTtiAoyn toug va e€atpefovv amnod v emeleQyaoia Twv dedOUEVWV
TOLG. 210 onuelo avto alilel va onuewwdel 1) evgeia dvvatdTTA TTOL divel 0 Kavoviouog
EXAY ota @uotkd mMEOowma OXETIKAX LLE T OLVATOTNTA £EALQEONG TWV DEOOLEVWYV TOVG O€
avtiOeon pe tov I'KIIA, 6mov 0 PULOWKO TEOCWTO &elxe dLVATOTNTA VA AOKTOEL TO
dkalwpa evavtiwong tov &pbpov 21 tov I'KIIA vmd ovykekQuueveg mEovTodéoels.
Zopupawva pe to apdo 21 tov I'KIIA to vrtokeipevo twv dedopévwy pmogel va evavtiwOel
Yix Adyovg mov oxetiCoviat pe v wwiten katdotaon tov. ITo ovykekouéva, ta
vrokelpeva twv dedopévwy Oa TEEMEL VA ava@EQouV TOUG AGYOUG TTOL TOUG 0T YoV Vo
aoKroovv 1o dkalwpa evavtiwong, eEavaykaloviag TEAIKA TO UTOKEIHEVO TwWV
dedOUEVWY VO ATIOKAAVTITEL HEOW AVTIG TNG DAdIKATIAG TIQOOWTILKES TTAT|QOPOQLEG TTOL
oxetlCovtal e TNV WOIALTEQN KATAOTAOT] TOL Kol ev TéAel va Olyetal o muervag g
WIWTIKOTNTAG TOV. LTNV TEQITITWOT] TOL HNXAVIOHOU &EAIQECTC TOV TIQOTELVOUEVOL
&p0pov 350t tov EXAY, dev emuPaAdetal kKapla vmoxeEéwaor alTloAOYNOTS 0T QUOLKA

TIEOCWTIA.
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[MapdAa avtd €xet aoknOel kortkn Kat otnv «opt out» mpooéyyion tov EXAY,
Kka0wg 1 TEOTELVOUEVT QUOULOT) LTTAVAXWEEL ATIO T1) ENTT) DECHUELOT YIX ETIEEEQYATIX TWV
dedopéVV KATOTILV OLVALVEDTG HeTd amo TAN0opoEnon. Ewwotepa, oto mAaioo Tov
HUNXAaVIoUOoU «opt out» yiax v emefegyaoia twv dedopévav vyelag dev amatteitatl TAEov
onTr ovvaiveon TaEd AapBavetal wg dedopévn N etkalOPEVN CLUVALVEDT) TOV VTIOKELLEVOL
EKTOC €AV TO LTTOKelpEVO dONAwoeL onta OtL embvpel va eEaxpeOovv T dedopéva vyelag
oL ano Vv enefepyacia ywx devtegoyevn xonomn. Omwg éxet, MdN, avagpepOel otnv
meQimTworn g ewalopevns ovvaiveong («presumed consent»), Oewoeitar OTL TO
LTTOKEIPEVO TV DeDOUEVWY €XEL CLVALVEDEL OLWTNEA 08 KAOe peAAovTIKY] XOoNon Twv
dedOUEVWY TOL YL OKOTIOUG €Q€LVAC, dLATNEWVTAG OTO AKEQALO TO dKAlWHA TOL Vo
amoovEEL T dEdOUEVA O€ OTOLOONTIoTE OTAd0 TG épevvac. H mpaktikr) avtr) €xet
emuQLOet pe To emixelonua 0t ovVIoTA evBeia TEOOPOAN TG avTodLEOeoTC TOL ATOHOV,
KaOwg ekPeVYOLV TOL EAEYXOL TOU UTIOKELUEVOU OL EQEVVITIKEG XQT|OELS, OTIGC OTIOleg

vrotiBeTtal OtL éXeL CUVALVEDEL.

Y10 onuelo avtd TEOKVTITEL TO €QWTINHUA €AV KAl o0& mowo PBabud umogel va
dxopaAioTtel ) evUEQWOT) TOL PLOKOV TIEOOWTIOL OXETIKA LLe TN duvaTtoTnTa v (NTrjoeL
efalpeon amo v emeleQyaoia Twv 0edoUEVWY TOL AAAL KL KATA TTOOO HUTTOQOVV OAX Tt

PLOKA TEOTWTIAX VA XONOLLOTIOUCOLY TOV €V AOYW UNXAVIOUO eEalpeonc.

O magamdvw MEOBANUATIONOS alpetal €dv TMAQAAANAQ HE TO UNXAVIOUO
eEalpeong duxopaAiotel pa ddikaoia TANEOLS EVNUEQWONG TWV VTTOKELUEVWY OXETUKA
He TN duvatdtTa TMEOOPACNG OTO HNXAVIOHO avutd, aAAd KL éva dx@avég HOVTEAO
dlakvBévnong twv dedopévwy, wote va elval og B€on To vVITOKElEVO va Yvwollel Tovg
OKOTIOUG OEVTEQOYEVOUG XONONG. AUTO PALVETAL VA ETUTVYXAVETAL O KATIOO BaOuod pe
tov mpotetvopevo Kavoviopo yix tov EXAY -dilwg petd kat tig teAevtaies toomoAoyteg
Kat v mEooOnkn tov &pbov 350T- aAAd kat péoa amd TN AgrtovEyia TOv POoEEn

nEooBaong oe dedouéva, OTws Oa avaAvBel TNV eMOUEVT] EVOTNTA.

LXETIKA e TNV KOLTIKY TteQl VTTOVOUELONG TNG AVTOJLXOEOTIC TOV VTIOKELEVOD, O

nipotetvopevog Kavoviouog v tov EXAY mpoomaOel va loogpomrjoet avapeoa atoug dvo
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Baokovs -KaL CUXVA AVTIKQOVOIEVOUG- OTOXOUG TIOL O€TeL, apevog 1) TEO0dOG TNG €QEVLVAG
pHéoa amd TNV eAevBeEn Qor Twv dedoUévwV VYELRS KL a@ETEQOL 1) €VOLVAHWOT] TOL
eAéyxov twv atopwyv entl Twv NAekTEovikwyv dedouévwv vyetag touvs. Ilgokepuévov va
ucavomon el ) avAayKkn Twv XONOTwV TwV 0eDOUEVWVY VA €XOLV TTROOBA0T 0& eEAVTATTIKK
KL AVTITTQOOWTIEVTIKA OUVOAR dedOUEVWV XWOIS VO TANTTETAL T AVTOVOUIX TV QUOKWV
TEOOWTIWV T TV dedopévwV Tovg, Oa MEETIEL T PLO KA TTIEOCWTIAX V& €XOLV AOYO 0TV

emefeQyaoia TwV MEOCWTIKWY dEDOUEVWV VYELXS TOUG Y DEVTEQOYEVT) XOTOT).

H apxw1) meodtaon g Emtitpomi)c oOpgpwva pe tnv omola ot oeic meooPaong oe
dedopévar vyelag dev LTTOXEEOVVTO VA TAXQEXOLV TIANQOQPORLEC OTA LTIOKEIHEVA TWV
dedopévV Yix TEAEELS DeLTEQOYEVOUS XOT)OTG TIOL LTIOKELVTO O¢ ddelx dedOéVWY, dev

KATAPEQVEL VA EELOOQQOTINTEL TIC AVWTEQW AVAYKEG.

Qotoo0, N MEOTAON Yix TEOPAEYT) UNXAVIOHOU DIKALWHATOS eEalpeons amd TN
dukBeon twv Adyw MEOCWTIKWY dedOUéVV VYElag Yix OeVTEQOYEVN XOT)OT), Patvetat va
OVUPBAAAEL O avTr] T OVOKOAN AOKNON LW0OEEOTIAS.  Xto MAaloo avto N e€aipeon Oa
pumogovoe va BewpnOel wg eyyvnon vy v emeegyacia evalobntwv MEOCWTIKWY
dedopévwy, OTwe elval ta NAekTEOVIKA dedopéva vyelag, dtav dev elval duvvat) 1

ovykataBeon.

Ye xkabe meplnmtwon n emtuxia TOL TEOTELVOUEVOL HUNXAVIOHOU efaipeong Oa
eEapmOel o peyado PBabuod amo v eviala epagupoyn Tov 08 OAOLG TOULG (POQELS
mEOoPaong ota kKEATn HéAN g EE kat amd tov meQLogopo tov mediov e@agUOYS TV
eOvikwv magekkAloewv. OAa ta @uowa mEoocwta B TEémeL va éXouvv TG (OLeg
duvatotnteg efalpeong oe OMOLOINTOTE KOATOG HEAOS. ALAXPOQETIKY] EPAQUOYN TOUL
punxaviopov efaipeong ava eOvikn vopoOeoia Oa wwodvvapovoe pe avion petoyeloon
TWV VTIOKEUEVOWV TwV dedouévwy eva O ouvInEovoe T0 KATAKEQUATIONEVO OeouuKo
nAaiolo, Tov kaBotd dVOKOAN TNV avTaAAayr) Twv dedopévwy, kt 0 EXAY @ilodolel va

avateéel TEOS OPEAOS TWV VTIOKEIUEVWV AAAK KAL TNG €0EVVAG.
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[Tegattépw, elval oNUAVTIKO VA dXOPAALOTEL OTL O TEOTELWVOLEVOG UNXAVIOHOG
efalpeong Oa €xel éva dapaveég kat oaps Kaboplopuévo medlo eagpoyrg, To omolo de
Oa emextelvetar o xkatnyopleg dedopévwv vyelag, O6mov 1 efalpeon Oa elxe wg
emakoAovBo dvoavaAoyn mpoomaOeix Oétovtag coPaQd epTOdX OTNV €QELVA KAl
PAamTOVTAC COPAQA TOVG €QEVVITIKOUG OTOXOUS. LTO TAQIOI0 ALTO O TIQOTELVOUEVOG
Kavoviopog yix tov EXAY mofAémer 0t tax kQdtn HEAT dUvavTal va MaQEXOUV
TEOOBAOT 0& DEDOUEVA YIx OQLOUEVOLG OKOTIOUG TIOL OLVOLOVTAL OTEVA [E TO ONUOOLO
OLUPEQOV, KALTOL TO PLOIKO TTEOOWTO £xXeL CNTrjoet va eEapeOovV Tar dedopéva avta amd
v emeEeQyaoia. Tétolot AdyolL pmopel va etva 1) mpootacio amd 0oBaES dDIATLVOQLAKES

aTEAEG 1) 1] ETUOTNHOVIKT] €éQeLVa Yot AGYOUG dNHOCIOL OLEPEQOVTOG.

Evw, moémet va An@Oel vmoyn Ot edv o pnxaviopog eEaipeong de cLVodEVETAL ATO
éva a&lomioto ovotnua dxkvBéovnong mov Ba eEao@aAilel TNV EUMIOTOOVVN TOU
vTokeéVOL Kat T PovANOT Tov va dixbéoel dwoedv Ta dedopéva tov, Ba éxel wg
amotéAeopa pelwon twv dBéoipwy oLVOAWY dedopévwy ot PAQOS TNG €QEvvac.
[Tepattépw, o unxaviopog eEalpeons Ba meémet va epappoletal e WwiteQn MEOTOXY O€
TEEQUMTWOELS DLeEAYWYNG ETUOTNHOVIKWV EQEVVWV YIX OTAVIEG aoBéveleg, OTOL T

dnBéopua dedopéva etvat oVTWE 1) AAALWG TEQLOQLOHLEVAL.

ATO tat avwTéQw CLVAYETAL OTL 1 ETUTUXIX TOV TIQOTELVOUEVOL TAKLOIOL VLot TN
devteQoyevr] XoMoT Twv dedopévawv vyelag Oa afloAoynOel OxL HOVO Ue KOLTNQLO TNV
TIEO0DO0 TNG €QEVVAGS KAL TNV AQOT TWV EUTIOdIWV OTNV avTaAAAayn dedOpEVWV AAAK kKaL pe
TO KQLTNQLO TG EUTILOTOOVVTG TOL KOWVOU, TO OTIOI0 UTIOREL V& dlxa@aAloeL 1) daxpdveLx
01N JAKLPBEQVTOT) TV DEOOUEVWY TOVG, 1) EVNHEQWOT] TWV VTIOKELUEVWY KAL QUOLKA 1)

TEOOTACIX TWV OEDOUEVWV TOVUG HETK ATIO UNXAVIOHOUG EAEYXOU.
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IV. H NEA IIPOOIITIKH & TA BIOH®IKA ZHTHMATA THX ANAIITYEHX THX
IATPIKHEZ EPEYNAZL LTON EYPQITAIKO XQPO AEAOMENQN YTEIAL

4.1. H draxvfégvnomn twv dedopévwy vyeiag wg MUAWVAG EUTLOTOOVVIG

To vopud mAaioto yix tn devteQoyevr] Xor 0T TV deDOUEVWVY VYELXS Y OKOTIOUG
éoevvag elvat Wwitepar oLVOETO, AVTIUETWTIO He TOAAATAEC TOOKATOELS, OTIWS T
dlo@AALoT g TEOOTACIAC TG WIWTIKOTNTAS KAL TNG KUTOVOUIAG TWV QUOLKWV
TEOOWTIWV KL OLYXQOVWS 1] UM TIQAKWALOT TG ETUOTIUOVIKIG TIQOOd0L Ao

TLEQLOQLOHOVG TTOL TLOEVTAL OXETUKA [LE TN QOT) KAl XQ1)OT) TV OEDOUEVWV.

H mpdtaon yx tov Evpwnaikd Xweo Aedopévwv Yyelag - kabwg kat n ekdobeloa
TEAEN Y ) dakvPBéovnon twv dedopévwv (Data Governance Act, epe&ng DGA)122-
@PLA0d0EOVY va eTUAVOOLY TIC TIEOKAN|OELS Tov OoxeTiCovTat pe v mEOTPaoT Kol TNV
ETIAVAXQNOLHOTOMOT Twv dedopévwyv vyelag yix OKOTOUG £pevvag, mEOTEVOVTAG
ovOuloelg mov evBuypapuiCovtal pe v Zroatnykn yx ta dedopéva. H evpwnaikn
TIQOOEYYLOT) Yot T DLAKVBEQVTOT) TwV 0edOEVWVY O€TEL O TOOTEQALOTNTA TAX OVUHPEQOVTA
TOL ATOHOV, OVHPWVA HE TIG evownaikés aflec kat ta OepeAwddn dikawpato. Xtnv
katevOvvon avt) o motevopevog Kavoviopog yux tov EXAY mpotaooet éva cvotnua
dlakvBéQvnong pe ETUKEVIQO TOUG TOAlTeG/a00evels, WOTE TA PULOKA TIEOCWTX
(magaywyol dedopévwv) va aoKOUV OLOLXOTIKO €Agy X0 €Tl TV dEOOLEVWV TOVGS, OTIWG 10N

éxet exteOel 0TIC OO YOV LEVEG eVOTNTEC.

Emonuatvetar 6tL ot kavoveg tov véov mAaiwoiov ywx tov EXAY amoteAovv
eedikevon twv guOuiloewv g DGA, eotidlovtac ota edOTEQR (NTHHATA TOV TOREX
NG vYelag. LUVETIWG, Y TNV TANQE0TEQT) KATAvON oM TNG daKLPBEQEVNONG TV DEDOUEVWV

vyelag kotvetat okOTpn N ovvdvaoTikn e€€taon Twv QuOpioewv g DGA kat tov EXAY.

H Tlodén Awxvpégvnone twv Aedopévwv amookomel otV avaATTuln LG
EVQWTIALKT)G  OKOVOUIag dedopévwy, alpoviag ta EgUMOdX TOL LE@EOTAVTAL OTN)

duBeopuoTnTAr KAl TN JAAELTOLEYIKOTNTA TwV dedopévwy vyelag oe emimedo EE.

122 H mpdtaon DGA dnuootevOnie ota téAn Noeppotov 2020. To teAkod kelpevo eykoiOnke tov Mawo tov 2022.
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Ewuoteoa, emduwoker (1) T OLevkOALVON NG €MAVAXQNOLUOTIOMONG  OQLOHEVWY
KQTIYOQLWV dEDOUEVWV TOL TNEOVVTAL ATIO POQEIS TOL dNUOTIOL Topéa, (2) TNV avénon
TNG EUTLOTOOVVNG OTIS VTINEEOLES dlapegoA&Pnong dedopévawv kat (3) tnv evioxvon tov
aATooLIOHOV TV dedouévwv oe 0AN v EE.1Z v katevOvvon avt) Oétel to yeviko
mAaio10 (KOLvoTtolnong Kat EMOMTEIRG) OTIG TEQUTTWOELS KOLVOXONOlaG!?* dedopévawv kat
OIS TIEQLMITWOELS ETEEEQYATIAG TWV DEDOUEVWV YIAX AATQOVLOTIKOUG OKOTIOUGS, ELOXYOVTAG
OUYKEKQIHEVOUS 0QOUG KAt TTROUTIO0ETELS, TTOL OL TAQOXOL TIRETIEL VA TNEOVV. XT0 £V AdYw
Oeopkd mAalolo ot dxpecoAaPnTég dedopévwy €XOUV TEWTAYWVIOTIKO QOA0?, kaBwg
elvat avtol Tov dLeVKOAVVOLY TV avTaAlayr] dedopévwy. TTookeltal yix g vopkég
OVTOTITEG TIOV «TUVOEOLV» TOVG KATOXOUS OEDOUEVWV KAL TA VTTOKELUEVA TWV DEDOEVWV
pe Toug duvnTKoUS XOMoTeS. ()G €K TOUTOV, 0 «ELEWTAIKOS TEOTIOS DIAKVBEQVNOTIC» TWV
dedopévwy, omws amotvnwvetat oty Ilpaén yix ) DGA, Paciletar kugiwg oto
X WOLOO  HeTalV MAQOXTS, OXHETOAABNONG KAl XQNOoNG. AVTIOTOLXO HOVTEAO
dlakvPBégvnonc viobetel ko EXAY.

Evw, 600V agopa tnv megattéow xoron twv dedopévwy, n DGA avagépet onta ot
oL meovmoO£oels Yo TNV Xnomn avtr) Oa mpémel vae oXeddlovTal KATA TQOTIO IOV APEVOS
TIQOAYEL TNV ETUOTNUOVIKY] €0evva KL a@eTéoov duxopaAilel v mEootacio Twv
OIKAWUATWY KAL TWV OVHEPEQOVTIWV TRITWV HEQWV HECW TWV KATAAANAWV TEXVIKWV

HEOWV.

123 Lalova-Spinks T. et al., The application of data altruism in clinical research through empirical and legal analysis
lenses, Frontiers in Medicine, 30 March 2023, Available at:
file:///C:/Users/d.pantou/Downloads/The application of data altruism in clinical resea.pdf

124 Q¢ «cowvoxonoia dedopévwv» evvoeital N magox dedouévwv amd KATOXO Tovg oe évav XONoTr, yux
OKOTIOUG elTe KOWNG elte atoukng xonong, enl tn Pdoet eBeAoviikwv ovppwVIoyY, anevbelag 1) péow
drapegoAafnt). (a0. 2 . 7)

125 BA. Zopgpwva pe v Awtodoywer) okén 27 g ITodéng yix ™ Awxxvpéovnon Aedopévwv, «ot vinpeciec
Otapecodapnonc debouévav avapévetal va dadpauatioovy kaipto poAo otny owkovouia Twv dedopévay, diwe
ooov apopd TN othAptEn kar TNV mpowOnon mpakTikwv otkewbedovc kowoxpnoiac dedouévwv petalv
enuxelpnoewy 1 1 dtevkdAvvon e kowvoxpnoiag dedouévav 010 mAaioo Twv vioxpewoewv mov O€teL To
evwotaxo 1 To eOvikod dixato. Oa pumopovoav va avadetxOovv oe epyaleio yia tn dievkoAvvon tne avtaAlaync
ONUAVTIKQV OYK@V OXETIKOV dedouévwv. Ot mapoxoL vinpectwv diapecoAapnone dedopévwy, oTovs omoiove
umopel va meptAappavovtar @opeic Tov dnudctov Topéa, TIOV TIAPEXOVY VTINPETLEC OL OTOLEG TVVOEOVY TOVG
OLAPOPETIKOVS P&y ovTES €xovy TN SuvaToTNTa v CVUPAAOVY 0TOV artodoTiko ovvdvaco dedopévay, kabwe
Kat 071 OLevkOAVYON NG OLpEPODS Koo proiac 6edouévwv».
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v dwx Baon, o Kavoviouog yix tov EXAY 6cov agpopd 1t devtepoyevr] xorjon
Twv dedopévwyv vyelag,  emdwwkel péow g Oéomong alldmMoTWV  PNXAVIOHWV
dlakvBEQVNOoTG, aevog va dlaxo@aAiloel Tov €AeyX0 TV MEOCWTIWV ETL TWV DEOOUEVWV
TOVG KL APETEQOL VA DLEVKOAVVEL TNV TTEOOPBAOT) TWV EQEVVNTWV OTA OXETUKA NAEKTQOOVIKA
dedopéva vyelag. Yo avtr) v évvowr, o EXAY etvat éva okoovotnua diaxxelolong ko
AVTOHAAXYNG NAEKTOOVIKWV deDOHEVWY LYelag, TOL dLETETAL aTtd KOWOUS KAVOVES,
dLadkaoleg KAl TEXVIKA TROTLTA, WOTE VA eEao@aliletal 11 TEOTPRAOT), O OALOLQACTUOG
Kat 1 PéATIoTn XENomn dedopévwy vyelag. 1o €v AOYw OKOCUOTNHA CUHUUETEXOUV 1)
KOLVWVIA TV TOALTWYV, TO KOATOG Kol OL WLWTKOL poels (ayoe). ' vae afloAoynOet éva
oVoTNUA dLKLPBEQEVNOTG WS ATIOTEAEOHATIKO, O TIRETIEL VA KaTtapépel va ouuPLpdoet Ta

dLAPOQETIKA CLUPEQOVTA TWV TOLWV AVTWV TIOAWV.

Emonuatvetal, dg, OtL mMEQAV NG KATAKEQUATIOMEVNS e@aguoyns tov I'KIIA
OXETIKA e TN VOULIKT] Baon emefepyaociag twv dedopévwv -0Twe €xeL 11dn ektebel oto
TIOQOT)YOULEVO KEPAARLO- ETUKQATEL EVA «HWOATKO» ATOPeV avd T KQATN HEAT KAl WG
TEOG TIG PACKES aQXES dLAKLBEQVNONG TV dedOUEVWVY KAL TIC AQUODLEG AXQXES VI TNV
entonteia MEooPaong ota dedopéva. H EE pe tov Evpwnaikd Xwoo Yyelag emiyeoet va
Oéoet éva evialo KavovIoTIKO TAALOL0 DAKLBEQVTIOTC TWV DEDOUEVWY, LE TNV ONULOLQY o

dopawv mov Ba mEowOovV TV MEOTPRaoT) Oe dedOMEVA.

Zto mAatoo avtd o motewvopevos Kavoviopog yux tov EXAY mpoPAémet
o0OTAOT] €VOG 1] TMEQLOOOTEQWV POREWV TROOPRAONG O dedopéva vyelag, oL omolot
amoteAOVV TNV PACIKI] CLVIOTWOX YK TNV TEOWONON NG deLTEQOYEVOUS XONOTG TWV

dedopévwv vyelag, 0mws Ba avaAvBel otnv emopevn evotnTaL.

[Tegaitéow, mEOPAEMeL TN  OnNuOLEYIX UG  dACLVORLAKNG  LTTODOWTIG
(HealthData@EU) emdwwkovtag v 4&Qomn Twv eUTodlwv ot OgVTEQOYEVN) XOT|0T)
NAEKTEOVIKWV dedopévwV vyelag pHeTall keatwv pHeAwV Kat T dtevBétnon (ntnudtwyv
duxAertovQykdtTNTag. Lopupuwva pe TNV altioAoyikr) okéyn 55 tov Kavoviouov, oto
nAaiolo tov HealthData@EU Oa mpémet va tnoovvtal aQgxés OmMws N «meootacio g
WOLWTIKNG Cwr)g 0N Ao TO OTADLO TOL OXedXOUOV» (privacy by design). I'tvetat avtiAnmtod

OTL 0 0TOXOG TG ETUTAXVVOTS TG Q0NG TwV dedoUéVWVY vYelag Héow TG €V A0Yw OOUTNG
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Oa ovpPadilel pe TIC ATIALTACELS YIx TNV TTEOOTACIX NG WIWTIKNG LW TV QUOLKOV

TIOOOWTIWV.

EmuntAéov, to HealthData@EU Oa moémet va kaOlota dvuvartr) T devtepoyevr] xonon
dLAPOQWV  KATIYOQLWV NAEKTEOVIKWV dedOEVWY Lyelag, ovumeQAapBavouévne g
oUVOeONG TV dedopévwY VYElag pe dedopEVA amd AAAOUS XwWEOLG dedOUEVWY, OTIWS TO
neQIBAAAOV, N Yewoyia, 0 Kowvwvikog topéac. H mpwtofovAia avtr) evbvyoappiletat pe
™ Yneakr) Lroatnywr] g Emtponrg mov mpowOel ) ovvdeoT TV dapoowV KOwv
EVEWTIATKWV XWOWV dedoUévwv. AAAWOTE, OTOV TOpER TNG LYElag 1) dxAelTovQykOTNTA
pe dAAovg topels, 0TS 0 TEQIPAAAOVTIKOG T) O KOLVWVIKOG UTTOQEL VA TTAQEX EL OTUAVTUKES
TIANQ0@OQLeC OxETIKA e KaBOQLOTIKOUG TAQAYOVTES Yot TNV LYela, dedopéva Witepa

xonoa yor tnv eEEALEN NS rTOKNG akoLPelag.

Evw, oto ke@pdAaio VI pe TltAo «evowmaikt] dakuBEQVNoT Kol TUVTOVIOHOG»
TEoPAETETAL 1) DELOT) CLUUPBOVAIOL TOV EVEWTIATKOV XWEOL deDOUEVWV YIX TNV VYELX, UE
OKOTIO TN OLEVKOALVOT] TNG OLVEQYATIAG KAl TNS AVTAAAAYNG TANQEOPORLWV HETALD TWV
KQOATWV HEAMV KAl KURIWS TNV mowdnomn g ovvemovg epapoyrs tov Kavoviouov yux
tov EXAY amnoé 6Aa ta kpatn péAn. H ovykekoupévn meopAen etvat uaitega onpavTikn
eav An@Oel vTOYN OTL TA KATAKEQUATIOUEVA HOVTEAR dlakLBEQVNOTG oV AglTovEYOLV
HepOVwpEVA o€ eTtimtedo kaOe kQATOUG HEAOVG €XOUV ATIOTUXEL KAL OEV EEVTINEETOVV TO

OTOXO TG ATIEOOKOTITNG QOT]S TWV DEDOUEVWV.

4.1.1. Or Popeic mMEOTPAOT G Ot dedopéva vYyelag dour] KAl AQUODLOTNTEG

Le emimedo devTEQOYEVOUS XOT)0TSC NAEKTEOVIKWV dedopévwy vyelag o EXAY Oétel
TO KAVOVIOTIKO TTAQLO10, oTe oL poQelc mMEOTPAOTC, Ol €0eLVNTEG Kol QUOULOTUCES AQXEC
va €X0UV TTEOOPACT) O€ TOLOTIKA DEDOUEVA UECW PNXAVIOUWV aELOTIOTNG dlakvBEQvnong
He ao@AAT] TEOTO Kal pe XapNAOTEQO KOOTOS amo 0 va Bacilovtav otnv ovykataOeor).
Avtd Oa erutevxOel pe T oVYKEOTNON TWV POREWV TIROOPAONG e dedopéva. ATo TNV
TEoT YoUpEVN evotnta Yivetat avuiAnmto ot 1) EE oto mAatowo tov EXAY mookotvetl
OLUYKQOTNOTN KAl AElTovQYlat POQEWV Kal aQxwV KLElwg Tov dnuooiov topéa, mov Oa

AeltoveYoLV ws Paoikol kopPot twv dedopévwy vyelac. H emidoyn tov emavénuévov
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QOAOVL dNUOCTLWV AQXWV OTN dAKLBEQVNON TV dedopévwy ovvdéetal ev TTOAAOIG pe TNV

evaloOn Lo TV dEdOUEVWY VYElaG.

Zoppwva pe mv Ipotaon Kavoviopov yux tov EXAY moPAémetal oe eOviko
eTUTEdO 1) OovOTAON QOQEéwV TEOOPRacnc dedouévwy vyelag mov Ba eAéyxovv v
neooPaon oe dedouéva vyelag, daoeaAlloviag OTL 1 TEOoPAOT TaEéXeTaL HOVO O&
NAeKTEOVIKA dedopéva LYElAG OXETIKA e TOV OKOTIO £TEEEQYATIAG TIOL AVAPEQETAL OTNV
altnon meooPaonsg. Qotooo, 1 OLVATOTNTA TWV KQATWV — HEAWV VA CLYKQOTOUV
TLEQLOOOTEQOVS TOL EVOG (POQELS TEOoPaoTg oe dedopeva vyelag eyeipel TEOBANUATIOUO
kaOwg VTIAEXEL O KIVOLVOC 1) TAVTOXEOVT AELTOLQYIX TTEQLOOOTEQWV POREWV VA EVIOXVOEL
TOV KATAKEQUATIONO OXETIKA HE T MOVTEAQ OlakvBEéQvnong, kATl mov vmotibetatl
erudwKel va avatépel  vopoOetikn mowtoPovAia yix tov EXAY. Avrtiotolxa, mnym)
KATAKEQUATIOHOV UTIOQEL Vo aTOTEAETEL KL O DEOVTOAOYIKOG €AeYXOG TIOL TtROTYElTAL
NG X0 YNong ddetag dedouévwv, kabwg oL dEOVTOAOYIKOL KWOLKES dEQOLV ATt TO va
KQATOG HEAOG 0TO dAA0. L1o MAaioo avtod éxet mpotabel wg Avon n apxr) TG apoBalag
AVOYVWELONG, TTOL Ml €TUTQOTH| deovtoAoyiag va amodéxetal Tig ddkaoieg Tov
epaguolovtal Ywxr va KataAEouv o€ OUOLEC ATIOQPATELS OL LTIOAOLTIEG ETUTQOTIEG

deovtoAoyiag.

Zoupwva pe to ap0o 45 0molodnote PuOko (1] VOULKO) TEOCWTO («XQ10TNG TWV
dedopévwv») upmogel va vmoPadel otov @opéa mMEOCPao”NS altnon mEooBacng oe
dedopéva, e£eOKEVOVTAG T& AUTI) TOVG OKOTIOUG TG eTteepyaoiag Twv dedopévawv, ot
ortotot dev pmopel va etvatr dAAoL Tégav avtwv mov avagégovtal oto &pbpo 34 Tov
Kavoviopotv EXAY. Xtoug okomovg tov dpboov 34 meolAapfavetat kat 1) 0evteQoyevig
XONOMN NAEKTOOVIKWVY 0eDOUEVWV VYEIRS YIXx OKOTIOUG €pevvag (ototx. €). Evw, otav 1)
emefeQoyaoia twv (NTOVHEVWV DEDOUEVWV EKTIATQWVEL éVav aTtO TOLS OKOTIOVG TNG TtaQ. 1
oToLy. &) €wg Y) -NToL emeeQyaocia yix okomoug dNUOCIOL CUUEPEQOVTOG- 1) TEOTPRaOT)

xoonyeitat poévo oe Qoeic Tov dnuoaciov.

I ouvEXER, O QOoQEng TQEOOPRAONG &POCOV afloAoyroel TNV altnomn Kat
damotwoel 0Tl TANEOVVTAL TOVAKXIOTOV Hlx O TIG DEVTEQOYEVEIS XQTNOELS TIOL

avagépovtat 0to &p0po 34 kat o artwv mAnot Tig anattioelg tov Kavoviopov yuax tov
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EXAY, eykotver 1t xopnynon adewxg emefegyaoiag dedopévwv. Ilepautéow, o
nipotetvopevog Kavoviopog tov EXAY 6oov agpood v adewa emefegyaoiag dedopévwv
OeomiCet TV apxn NG apoBalag avayvwlong, OVHEOVA He TV omola pia ddew
dedopévwv ToL ekdideTaL ATO évary eVOLPeQOLLEVO PORéa TTEOOPAOTG O€ dedopéva vyelag
pumogel va tuXel apoPaiag avayvwolong amo Tovg AAAOLG EVOLAEQEQOLLEVOUS (POQELS
npooPaone. H apxn e apoPaiag avayvwolong amodecpevel Tov altodvia meooBaot
(xonoTn 0edOUEVWV) ATIO T YOAPELOKQATIKT KL XQOVOPBOQO dladikaoia twv mMOAAQTAQV
awtroewv. H duvatotnta avt €xet wuaiteon alla, Wiwg otov Topéa e vyelag mov o
X00vog mEodoPacnc oe dedopéva elval kotowog. ' to Adyo avtd xoetdletat WxiTeQn
TIEOO0XN, WOTE VA amo@evxOovv TuXOV KabvoteQnoelg kat dOLOKOALeG TEOTPAONG TWV
Xonotwv oe dedopéva vyelag efattiag anatoewv yx Vv LToRoAN] TOAAATAWVY
awtroewv mEooPaong oe dedopéva. Evw, elvat kolowo va e€etaotel ) duvatodotnta Tov
EQELVITI] V& €XEL AUEDT) OVVOEDT] UE TOV KATOXO TwV deDOUEVWY, WOTE Vo dxoaAileTal
a@evog N dpeon TEOOBAOT ToL oTa dedoUéva AAAL KaL 1) TTOLOTTA TV deDOUEVWY TIOV

Aappavel.

ErunAéov, eloayetatl voxeéwor Tov @opéa mEOoBacns va dao@aAilet ot kaOe
nEooBaon oe {nrovpeva NAekTooviKd dedopéva vyelag Yo devtepoyevr] xorjon Oa meémet
va TEAYHATOTIOLE (T 08 da0PAAEG TTeQIBAAAOV emteEepyaoiag, COUPLVA HE TOVG KAVOVEG
tov I'KIIA kot oOppwva pe a0 VPNA& TexViKd TEOTLTIA Kol TEOTLTIA ATPAAEIAG TTOV
nipoPAéTiet 0 Kavoviouog yux tov EXAY. Eva, (dLeg vtoxeoels we mog TIg eYYUNoeLg
AOPAAELAG TWV OEDOUEVWV VTIEXEL KL O KATOXOG TWV ALTOUpEVWY dedopévawy vyelag. g
aopadéc meolpaArov emeEepyaoiag oplletat otov Kavoviopd yux tov EXAY, avtd mov
HEWOVEL TOVG KIVOUVOLGS Y TNV Tk (wr] TOL VTIOKELUEVOL TV deDOUEVWYV KAL
artoteémet ) dafBifaon Twv NAekTEOVIKWVY dedopévwy vYelag amevBelag oTovg XONOTES

TV dedOUEVV.

[TapdAANAa, oL @ogpeic mEooPaons Oa elval eTPOQTIOUEVOL VA TTxQakoAovOovV
™V epaguoyn Tov kepadaiov IV kat va cuuPaAAovv otn ovvenr) epagUOYN TOL 0 OAx

T KQATI) HEAT Kol WG €K TOUTOL VTTIOXQEOVVTAL VO CUHUETEXOVV 0TO LUpBOVALO0 EXAY.
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TéAog, oL popeic mMEOoPaong Oa MEémel var AeLTOVEYOVV e DIXPAVELX, TTIQEXOVTAG
AN QoQpoplec oxetkd pe T dwbéoua ovvoAa v dedopévwy vyelag 126, ta
XAQAKTNELOTIKA TOVG, wote va elval g 0€om ot xonoteg va alloAoyovv tnv mbav)
ovvagelx yix toug dovg. Eva, otn dixpavela e dakvB£ovnong Twv 0edopévwy vyelag
OVHPBAAAeL kat To 00 39 oxeTk& pe TNV VTIOXOEWOT] TWV POREWV TEOCPAOTS Vo
KkataQTiCovv etnoteg ekBéoelg dPAOTNELOTNTWY, e TTANQOPOQRLES TXETIKA e TOV aQlOUo
TV ekdoOelowv 1] amoEELplelowv adelwv emefeQyaoiag, TOvVG OKOTOVG TEOCPAOTS,
k0w Kal TANQEOPORLES TXETIKA e TOUG €AE£YXOUG TIOL dleveQynOnkav we mTEOg T
ao@aAr] megBdAAOVTA emefeQyaociag Kal THEONONG TWV TEXVIKWV TMEOTUTWwV. MdAlota,
0710 TAALO10 TN¢ dEVTEQOYEVOUG XONONG dedOUEVWVY LYelag N dlxpavelax g emeEeQyaaiag
TV 0EOOUEVWY OXL HOVO elvart vtoxeewTkt) duvapet tov I'KIIA, aAA& emitaktikr) KaBwg
pumogel va Aettovgynoet wg mEocOetn eyyuvnor, e px KATAOTAOT] OTIov oL oLVOT)KEg
éoevvag Oev emITEETMOLV T X0ONYNon eWkNg ovykatabeonc. v katevOvvon avt)
KLvoUvTal oL auénpéves amaltroels mAneo@opnons mov Bétet o EXAY otouvg @opeic
TEOOBAONG, WOTE TA PLOKAE TEOOWTI V& YVWEILOUV TOTE KAL YIX TIOLOUG OKOTIOUG

XONOLUOTIOLOVVTAL Tot OEDOEVA VY ELAG TOVG.

Ot avwtépw dxducaoies daxkvPBégvnong dxopaAilovv oe peyado Padbuo tnv
TEOOTACIX TNG WIWTIKOTNTAS TWV dEDOUEVWY, VW 1) da@avig Aeltovpyla TwV QOQEWV
TEOOPBAONG dATPAAILEL TNV EUTIOTOOVV TV TIOALTWV Kat TNV meobvpia tovg va
HOLQAOTOUV T 0edopéVA LYelAg yix OKOTOUG €TMUIOTNHUOVIKIG €0€VVAG KL OKOTOUG
dNUOCIOL CLUEPEQEOVTOG. LTV €VIoXLOT] TOL KA{UATOG EUTIOTOOVVNG OVUPBAAAOLVY KaL OL
nEoopateg ToTomolr)oels tov Kavoviopov ya tov EXAY, omov mépav e evnuéewong
TWV QLOKWV TIQOOWTIWV OXETIKA HE TNV emeleQyaoia Twv 0edopeEVwY LYElag Toug,
eloayetal, eTUTAE0V, O UNXAVIOMOS €EAIQEOTC TOVG ATO T DEVTEQOYEVI] XOTOT TWV

dedopévwv toug.

Q01600, T0 KOIOWO Y va eTtiteLYBoVV oL PLAGdoEoL otdoXoL Tov Bétero EXAY etvat
T MEOTLTIA DIAKVLPBEQVIOTG TV DeDOUEVWV VYElAS var epaguolovtal va datnoovvtat

KAL V. ETTOTTEVOVTAL aTtoteAeopatikd. Mével va dovue otnv mEAen edv 1 dovom Kat

126 BA. qpB00 37 . 1 otorxelo 10) i) Yix tov eBVikd KatdAoyo cUVOAWY dedOUEVWY T€ CLUVOLACHO He Tor dpBoa
38 ka 39 tov Kavoviopov yx tov EXAY
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Aettovgyta Tov ZupBovAlov Tov eVEWTATKOV XWEOL dedouévwy Yix TNV vyeia (doOpo 64
Kavoviopot EXAY) Oa ovpaAAeL otV e@aopoyr] Twv Kavovwy dlakvB£ovnong Kat 0To

OUVTOVIOHO TWV KQATWV HEA@V.

Evw, etvatr onuavtikd va dixopaAiotel 0t 11 TapdAANAN Agtrtovpyia Twv @ogéwv
TEOOPBAoNG o€ dedopéva, Twv eOVIKOV aQxwV mEooTaciag dedoUévwV TEOOWTILKOV
xagaktea, tov ovpPBovAiov EXAY kar tov Evpwmaikov XvupovAiov Ilpootaoiag
Aedopévwv de Ba 0dnynoeL oe emkdAvVYPN apuodoTTwV. AvTo HToQet va eTiitevxOel pe
oV oa@n kKaOoQoHO TV AQUOdIOTITWVY TOU €KAOTOTE QPOQEX KAl T1 XAQAL&N &vog

amoteAeopatikol MAaolov ovvepyaotag.

42. O aAt@ouvlopog Twv dedopévwv vmo To mEiopa Tov Evpwnaikov Xwgov

Aedopévwv Yyeiag

H ovAAoyn) kain emefegyaoia mANQopoouv vTeée dvTtote Paotkr) meovtoOeor
Y T YOviun dtefaywyn TG ETMOTNHOVIKNIG £0€VVAC KAL YIX TNV ATMOTEAETUATIKY
&oknon g atEKnG. Me v e£EALEN ¢ texvoAoyiag ot mANEo@ooleg kat Wiwg Ta
dedopévar vyelag avadelkvOovTal oe €YYeVEG OTOLXEID TNG LATOKNG ETUOTNUNG. XLTO
nAaioo avtd 1 Zroatnywn ywx ta Agdopéva omwsg xat 1 Ipa&n AwxvBéovnong
Aedopévwv otoxevovv otn dLevkOALVOT NG dBeToTNTAC TV dedopévwy Oe gveln
kAlpaka. H ev Adyw mapadoxn) etxe wg anotéAeoua tv Iodotaon Kavoviopov yux tov
EXAY, pe okomo v taxVTeQn Kol XwoIlg eumodiar QOor) TwV NAEKTOOVIKWY dEDOLEVWV

vyelag yiax okomovg £Qevvac.

Qoto0o0, elval mEopavég OTL xweic v eBeAdovtikr] aviaAdayn dedouévwy amnod
ToLG (doVg Tovg MOoAlTEG (VToKelpeva TV dedopévwy) dev umogel va eEaopaAiotel o
eTOLUNTOS OYKOG dedopévwv Y okomovg épevvas. H EE avayvwilovtag tov koioo
Q0A0 TOVL €0eAOVTIONOV Y T dnuoveYia amtobetnoiwyv dedopévwy, eloryaye tnv évvolx

TOL AATQOVLOHOV 0T DEDOHEVAL.

v Iodén yux ) AxxvBéovnon twv dedopévwy 0 «aATQOVIOUOS dedoUévwv»
ootletat oto aBpo 2 map. 10 we «n cvykataOeon Twv vVIOKELUEVWY dedoUEVRWY Yia TNV

enelepyacia dedOUEVWY TIPOOWTIKOV XAPAKTIPX TIOV TA Q@OPOVY, 1) 0L QOELEC TIOV
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napaxwpovvtar ano aAAove katoxovs dedouEvwy yia T xpnon Twv 0e00UEVWY TOVG Un
TIPOOWTIKOD XAPAKTINPA XWPIC QvTaUOLBT], Yl 0KOTOUS YEVIKOD OVUPEPOVTOS, OTIWS 1)
emoTNUOVIKN épevva 1 N PeAtiwon Twv dnuoctwv vmnpectdvy. G OKOTIOC YEVIKOV
OUU@PEQOVTOC VOELTAL 1] ETUOTIUOVIKT] £0€LVA -AKOLT] KAL OTAV XONUATOdOTEITAL ATIO TOV
WOLWTKO Topéa- KaBwg kat N vyelovopkr) TeplBaAym. I'tvetat avtiAnmTo otL o Topéag g
vyelag eltvat 1o Baowkod medlo OTIOL 0 AATEOVIOUOC TV dedOUéVWY PBELOKEL ePaQHOYN.
MaAwota, otnv vopoBetikn meodtaot yix tov EXAY otduatd&elc yia tn devtegoyevr] Xoron
dedopévwyv vyelag elval oL TEWTEG TIOL TEQIAAUPAVOLV ELKOVG TOHEAKOVG KAVOVES
OXETIKA HE TOV AATQOVIOUO TV dedopévwv. Edwdteon, ovppwva pe to &pgboo 40 tov
Kavoviopot yux tov EXAY kata tnv eme€eQyaoia TQOOWMIKWV NAEKTQOVIKWV DEDOEVWV
LYElRG, Ol aAvVAYVWOLOUEVOL 0QYAVIOHOL AATQOVIOHOU DEOOUEVWY TUULOQEPWVOVTAL e
TOUG KavOVeg 1oL opilovtat oto ke@dAaio IV g ITpaéng AwxkvBéovnone. Eva, ot gopelg
nEOoPaons oe dedopéva vyelag vTooTnEilovv TG aQUOdLES aQxéS ToL  opllovTal
oVppwva pe to apBpo 23 g ITpaéne AwxxvBéovnong kata v magakoAovOnon twv

POQEWYV TIOL ACKOVV dQAOCTNOLOTITEG AATQOVLOHOV DEDOHEVWV.

Qot6c0, oOpPWva Kol pe Tov 0Qoud tov dpbpov 2 map. 10 g Ilodéng
AwxvBéovnong, 1 €vvolx Tov aATEOLIOHOV TwV dedopévwv Paciletal otnv ekovOLX
OVYKATAOEON TWV VTIOKELUEVWV TWV OEDOUEVWV YIX T XOT)0T) TWV JEDOUEVWVY TOUG Yo
OKOTIOUG dNoCiov cLHUPEQOVTOGS (A.X. eTloTNOVIKY éQevvar). )G ek TOUTOV, 1) VOULIKN BAoT)
Y TNV emeeQyacio 0edOUEVWY elval 1) CLYKATADEOT) TWV VTTOKEUEVQYV TV DEDOUEV@V.
Amo Vv aAAn, oto mAalowo tov EXAY 1 mepattépw xoromn (devtegoyevng XQ1om) Twv
dedopévwyv vyelag yix peAAovTikovg okomovg dev umoel v meoPAe@Oel, wote va
eEaopaliotel edwr) ovykatdBeon. Etoy n vopukn Bdon g devtepoyevovg xonong twv
dedopévawv vyelag oto Aaioo tov EXAY BaoiCetal -0mwg €xet exteOel oto KepaAauo III-
010 ONUOCIO OLUEPEQOV 1) 0€ TIAQOHOLOVSG OKOTOVG. XTO0 MAKIOI0 avtd HeYAAOG OYKOG
dedopévwv vyelag Ba etvar dlaB€oog Y devteQoyevr) XoNon HEOW POQEWV TEOTPRAOTS
o€ dedopéva, XIS TN OVYKATADEON TWV VTIOKEUEVWV TWV DEDOUEVWY, WOTE gyelpovTal

EQWTIUATA OXETIKA LE TN XONOUOTNTA TOL AATQOVLOHUOV TV dEDOEVWV 127 aAA& KoL TIwg

127 Laszl6 Bencze et al., TEHDAS, Report on lessons learned to be applied and recommendations for data altruism practices
in the implementation of construction of national and European health data spaces (including broad consent), 2023, p. 29,
Available at: https://tehdas.eu/app/uploads/2023/09/tehdas-recommendations-for-data-altruism-practices.pdf
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pumopel va epaguootel oto mAatoo tov EXAY, omov 1 edwn) ovykatdOeon dev etvat

TIAVTOTE EPLKTN.

ATavTnon oto avwtéow EQWTNUa divel o kamow Badud 1 ewaywyr) Tov
punxaviopov eEalpeong (opt out). IlagdAANAQ, Opwe, Oa mpémet va e€etaotel kKatd OoO N
araitnon ebedovtikrc ovykatabeong pmoget oto mAalowo tov EXAY va moapéxet

duvatotnTa avENpEévNg mMEOTPRaAoTS oe dedopéva, 1)TOL O€ TIO EOKES TTAT)QOPOOLEG.

O aAtpovlopos twv dedopévwy Paciletal KLEWS OTNV EUTLOTOOVV] TWV
LTTOKEEVQV TV dedoUévwVv Kat oty mEeodbeor| tovg va dabéoovv ta dedOpEVa TOUG Y
okoTovg  dnuooiov cvpgégovtoc. H epmiotoovvn avt) dwxopaliletar péow g
dpavovg dakvPBEQEVNONG, TNG ATPAAELAG KAl TNG TEOOTACIAG TNG WIWTIKOTNTAG TWV
LTTOKEEVWV TV DedOHEVWY. e auTd OVUPAAAOLY Ol QUOMIOELS TOV TEOTELVOLEVOL
Kavoviopov yuax tov EXAY, tov evioxvouvv tov éAey X0 TV MOAITV kat Twv acOevav et
TV 0EDOUEVWV LYELAG TOUG AAAG KoL) dlaxpavnig AeltovQy i Kat ) A0yodooia twVv Qoeéwv
TEOOPAONG OTA DEDOLEVA, OL OTIOLOL TTAREXOVV TTANQOPOQRLES TXETIKA HE TO OE TIOLOV, Y

TIOLO OKOTIO KAL UE TTIOLO TEOTIO TAXQEXOLV TEOCPa0T) 0€ dedopéva vyelag.

Yo avtr] v €vvolx, 0 HNXAVIOHOG AATEOLIOHOU dedopévwy Oa pmogovoe va
OVHUPBAAAEL 0TV TEOWONON NG €0EVVAG HETW TNG dLELKOALVONG AVTAAAXYTIC DEdOUEVWV
KAL TNG Ttk {ivnong Twv mMoALTav va eivat medbvpot va dte@€oovy tar TEOOWTILKA TOVG

dedopéva Yo TO «KOLVO KaAd» Xwels avtoapolBr).

‘Etot, o Kavoviouog v tov EXAY Oétet éva mAaiolo dtakvBEovnong mov emidLkel
VA OLKODOUT|OEL €UTILOTOOUVI] HETAED TOALTWYV, KOATOUS KL AYOQAG OXETIKA [E TNV
TEOOBAOT 0€ dedOHEVA VYEelAG, TOV EAgy)XO, TNV KOLVOXONOIX KAL T DEVTEQOYEVT] X010
TV dedopévav avtwv, Wiwg péow e 0éomione alldMoTwV HNXAVIOUWV OOTE T
vrokelpeva twv dedopévwy va elval eVHEQWUEVA KAL V& UTIOQOVV V& OOKT)OOUV

OLOLAOTIKA T DUKALW AT TOUG.

Qotoéo0, onuelo MEOPANUATIONOV aTtoteAel TO YeYOVOg OTL 1) €UTILOTOOVVI] TV
TIOALTV TIROG TIG ONUOOLES AQXES DLAPEQEL ATO KQATOG 0& KQATOG, eV TOKIAAEL KaL 1)

evaloOnola Tov k&dbe mMoAlTn va powaotetl ta dedouéva vyelag Tov. H mpobuuia twv
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TOALTV VX TEOOPEQOLV dwEeAV T dedOHEVA TOUG OLVAQTATAL ATO Ml OERX
TIAQAYOVTWY, OTIWS €LVAL 1) EUTILOTOOVVI] TOVG ATIEVAVTL OTO KQATOG, TO LYPNAO aloOnua
KOLVQWVIKT|G TIOOPOAG TOL KO evag dONAadn N avaykn TOL VA TIROOQPEQEL YLX TO KOLVO KAAO
aveEAQTTA €AV eMW@PEAElTAL ApECA O OLOG ATIO TA ATIOTEAECUATA HLAG ETULOTNOVIKIG
éoevvac. Ol Mapamavw TOQAYOVTEG UTOQEL VA 0dONYNOOLV O AVIOT] aVTAAAaYT)
dedopévwv otwv EE. Me agoour] ta avwtéow vrootoiletat 11 armoyn Ottt T oVLVOAX
dedOUEVWY TOL TEOKVTITOLV HEOW TNG AATQOLLOTIKIIG KOLVT)G XOT)OTG HTtoQel var elva
avio6EEOTA, KLEIWG AOYw TS dLxPOEOTOMONS NG TMEOOVUIAG dAPOQWYV KOLVWVIKWV
OHAdWV va daOéTouv 1] un ta OedopEVA TOUG Yot OKOTIOVG dNHOC{OV CLUPEQOVTOG, OTIWS
elvatl n égevva aAAd kaL Tov OO OTL N 0TAOT] AATEOVIOHOL O kKataoTel avtikeipevo

EUTIOQIKNG EKUETAAAEVONG WIWTIKWV POQEWV.

v eEopdAvvorn g aviong avtaAAayng dedopeévwy pmoget vae cuuPaAAeL éva
KOWVO oLOTNUA  OXKLPBEQVNONG  He  allOMIOTOUG  UNXAVIOMOUS  TROOTACIAG  Tng
WOLWTIKOTNTAC, OTIWS €XEL AVAAVOEL OTIC TTIQONYOVLLEVES EVOTNTES, WOTE VA dxoaAileTa

N EUTULOTOOVVT] TWV ATOHUWV.

To povtéAo daxvBépovnong tov EXAY oe cuvduaopo pe tnv eveQyr) CUHMHETOXN Kal
TIATI00QOENON TWV PULOKWV TTEOCWTWY, HUTOQEL VAt AQOLV TIS AUPLBOALEC TWV TIOALTWV
Y TNV Kowoxenoia twv dedopévwy touvg, oL omoleg edpdlovtal Kuolws otnv avnovyia
OXETIKA HE TNV TTROOTACX TG WIWTIKNS Toug Cwne. H evepyr) epmAokt] Twv moArtwv otnv
dLakvBEQVNoT TV dedOUEV@Y TOVG KAL 0 EAgyX0G ETIL LTV aTtoTEAOVV avTifaga évavtt
KATOXONOTIKWOV TOAKTIKWVY KAL €VIOXVOLV TO KIVITOO CUHUETOXTG TWV TMOALITWV O& UL
ETUOTNMOVIKY] €Qevva aveEAQTTa edv Ba éxouvv Apeco O@eAog amd TNV €pevva avT).
TéAog, o kapia MeQIMTWOTN N UM OCUHHUETOXN KATIOLOL OTNV €Qevva 1) N e€alpeon Twv
dedopévwv amd T devtepoyevr) xonomn de Oa mpémel va tov Béoel o pelovektikr) 0o

EVOVTL AAAWV TIOALTWV.
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4.3. H devtegoyevr)g xonor dedopévwv vyeilag Kat 1) agxr) TG AUTOVOULAG -

Luvaivean tov ao0evolg we £€KEEAOT TNG APXTG AVTOVOUIAG

Kopvgaia apxr) oto xweo ¢ Pondurg avadeucvietal ) axn TS autovouilag!?,
OTIWG ALY ekPEALETAL HEOW TNG AQXMS TG ovvaiveonc. H ovvatveon'® eEaopaAilet v
TEOOTACIX TOL ATOHUOL ATEVAVTL OTIC TIARABLACELS TV OeUeAWdDOV DKALWUATWY TOL.
Ooov agpood t xorjon dedopévwy vyelag, T BLOIATOLKT) E0ELVA KAL TNV LITOLKN akoLPBelag,
N ovvatveon €xeL KOUPUKO QOAO Kol ATOTEAEL ONUAVTIKO EXEYYVO EVAVTL TG TOOOTATIAG
™MC WIWwTIKOTTAS KAl KLelwg ¢ meootaciag g aflag tov avOpwmov. otdoo,
HeAETNTEG OTOV TOHEQ TNG TIOOOTACIAG TWV TEOCWTIKWY dedOUEVWY €xouvV €00l ovuXVA
QVTIHETWTIOL KLE TO EQWTNHA €AV 0 OPAOTHUOG TNG avTodLdOeong 0dnyel wg HOVODQOUOS 0T
ovvatveon 1) UToEel va TROOPUYEL Kavels Kol oe dAAeg Pdoelg emelegyaoiag dedouévwy,

0TS TO dNUOCLO OLHPEQOV.130

H apxwn) éxdoon tov mootervopevov Kavoviopov yux tov EXAY (KepaAaio IV)
TEOEPAETIE TTAQEKKALOT] ATIO TNV aEX!] TNG CLVALVECTC OO0V APOQA T DEVTEQOYEVT)
ggevvnTky) xoron dedopévwv vyelac. H emdoyn avtr) emukpiOnke évtova, kabwg
OewonOnie OTLVTTOXWEEL T AVTOVOLA TOL ATOUOL £VAVTL TNG ETUOTNOVIKNG TTQOODOUL KAl

TOL dNHUOCIOL CLHPEQPOVTOG.

H avdyxn &£100000TNOMNG TwV OVO AVTWV OCUVUPEQOVIWV NTOL TOU ATOULKOV
OUHPEQOVTOG TNG AVTOVOUIAG TOL ATOHOV EVAVTL TOU OVAAOY KOV 1)TOL TNG ETUOTNHOVIKIG

TIEOODOVL TROG OPEAOGS TG Kowvwviag, elxe wg anmotéAeoua va etoaxBet otov Kavoviouo

128 O Habermas divel pia dikotaomn NS avtovopilag 0to VTOKEILEVO, OXL ATA& TTROoWTTLKS avtovouiag. O
Habermas, 67ws kot o Kant, ouvdéer tnv nOwkr| pe 1o oefaopd oty avtdvoun KavoTnTa TV aATOpWY Vo
eveQYoUV avefdomnta Kot va KAvouv Tig Okés touvg eAevBegec emidoyég, pe Paon 1t BéAnor] touc:
ac0AoLOOVTAC KAVELS TIC TTEOOTAYEG TNG ApLEQOANTTTNG AoYuKniS, akoAovOel Tn dikid Tov ovveidnom Kat detyvel
geacuo yix AAAOLG TETOLOUS DOWVTEG,

AwxOéouo oe:
https://socialpolicy.gr/2022/06/%CE%B1%CF %85%CF %84 %CE%BF %CE%BD %CE%BF %CE%BC%CE%AF%CE%
B1-%CE%BA%CE%B1%CE%BD %CF%84-vs-habermas.html

129 «(H ovvaiveorn otoxevel otV e£R0QAALON TG AVTOVOHIAG TOV TEOTWTOU, TNG dUVATOTNTAG Vo “kueQva
TO EAVTO TOV” XWOIG ETMEUPATELS TOITWV Kotk e TTAT)QT) OLVEIDNON, COHPWVA e Eva oX£€dLo CwT)g IOV HGVO TOV
éxeLtdaréEen BA. Mnjtoov A., BiotpaneCec Epevva kat yevetika dedopéva oe Maviang I'. (emp.) H mpootaoia
Ty yeveTikay dedouévwv, Exdooeic LakiovAa, 2008, oeA. 38

130 Omt. ., oeA. 54
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vwx tov EXAY o unxaviopog efaipeong (opt out). H duvatotnta efalpeong amo
devTEQOYEVT] XONON TV OedOUEVWV VYIRS Yia 000VG OV eTOVOVV TNV KOLVOTIOMON TWV
dedopévwv avtwv CLUPAdICEL e TO dIKAIWUA TOL ATOUOL V& eTUAEYEL TTOTE KAL YL TIOLO

okoTtd Ba xonowonomBovv ta dedopéva Tov (apxn NG avtodidBeomnc).

Qoté00, €va HEQOG NG €QELVNTIKIG kowotntag efakoAovBel va dutnoetl
ETIPUVAAKTIKT] OTAOT] €VAVTL TNG EI0AYWYNG UNXAVIOHOU e€ailpeong oto mAaloo Tng
deLTEQOYEVOUG €QEVVITIKIIG XOT)OTG, LTTOOTNEICOVTAG OTL N dLVATOTNTA AVTY) UTTOQEL Vo
TLEQLOQLOEL TNV AVTITIQOCWTEVTIKOTNTA TWV OLVOAWV dedopévawy, Bétovtag oe Kivovuvo ta
ATIOTEAEOPATA TNG HEAETNG KAL KAT ETEKTAOT TNV TEO0DO TNG EMUOTNHOVIKIG €QEVVAGC.
AAAwore, ka1 EOvucr) Emitponn) BionOwkr)c amodéxetar ot kat’ eailpeon dev amatteltal
ovvatveon otav vmagxel coPagds Adyog mootaciag evog oLAAOYkoL ayabov,
TOVAAXLOTOV aLTOV TNG ONUOTIAG LYelag. (doT000, 0& TéToleg MeQLTMTWOELS O TEéTteL Vo

eEaopaliletal pe AAAa péoa 1) TEOOTAT IOt TOV VTIOKELHEVOL TV dedOEVWY. 13

Zro onuelo avto aliCet va emionuavOet 0tL oL mapekkAloelc and v ovvalveon
TIOG OPEAOG TNG ETUOTNHOVIKNG €QEVVAG DEV ATIOTEAOVV TIAVTOTE TNV £VvOedeLy eV AvoT),
KkaOwg TEQLOQLOUOL OTNV QXM TNG oLVALVEONG TIRETEL VA €TURAAAOVTAL OTAV CLVTQEXOUV
ONUAVTIKOL AGYOL KL TTAVTOTE [E YVWHOVA TOV OEPAOHO TNG avOQivng aElomQEmeLng.
Luvemws, N amouvoila analtnong ywx ek atoukn ovykatabeon oto mAaiolo
devteQOyeEVOUG  XONONG MUTOQEl va  elval  amoOdEKT) O€ TEQINTWOELS, OTIOL 1)
ETIAVAXQTOLHOTIOMOT) dedopEVWVY elvatl TTOAD TBavo var dnuovEynoeL HeyaAa dnuUoota
0@éAT Xwolc va eykvuovel vpnAovg kvdvvouvg yix dtopa 1 opadec. 12 Qotdoo, to
TEQAOTIO EVQOG TWV OKOTWV aVIAAAXYNG 0edopévwvy vyelag, Omws etvatl ot okoTol
éoevvag xat kawotoplag (&pbpo 34 tov Kavoviopov ywx tov EXAY) yux touvg omoioug -
TOLAdXLOTOV OTNV AP k1) éxdoon tng ITpoTaonc Kavoviopov- emitpémetal e€ 0lopov (Kat
dvev ovykataBeong) 1 0eLTEQOYEVIC XOTOT 0EdOHEVWVY VLyelag, dev @atvetar va
AVTATIOKQIVETAL TTAVTOTE 0TO AVWTEQW OVYKEKQLUEVO TTAAIOIO TOL OHAVTIKOU dNUOTIOU

o@éAovg.

131 EQvucr} Emitoom) BionOwr|g, I'vwpodotnon yix ta I'evetika Aedopéva
132 Marelli L.et al., “The European health data space: Too big to succeed?”, Health Policy, Volume 135, September
2023, Available at: https://www.sciencedirect.com/science/article/pii/S016885102300146X

94


https://www.sciencedirect.com/science/article/pii/S016885102300146X

Emonuatvetay dg, 0tL otnVv mepimtwon g OepeAlddovg agxc TG mEootaoing
¢ avOowmivng aflomeénelag N Wéa e otdOpong etvat ovtws 1) AAAWG amapddekTn.
Me v mpootacia e avOowmivng allag va amoteAel TdvToTE TO OQLO O OTIOLXDTTTOTE

OTAOULOT) OLEEEOVTWY OVUHUEPEQOVTWV.

ATO T avwtéow Yivetat avtuAnmto Ot Y va eElcopeomnOel 1) avdykn g
ETUOTNUOVIKNG KOWVOTNTAG Vo dBétel eEAVIANTIKA KAL AVTIMTQOCWTEVTIKA OUVOAX
dedopévawv pe TNV OepeAlddn aQyr] NS ALTOVOULIAS TWV TEOTWTIWV ETIL TWV TEOCWTILKWV
TOLG dedopévwV VYElag, T PLOKA TEOCWTA B TEETIEL Var €XOUV AGYO OTNV emeEeQyaoin
TWV TEOCWTILKWY TOUG DEDOHEVWY VYelag Y devtepoyeveic okomovs. Tnv avaykatotnta
avtn emdwKeL va KaAU el To oupBLBaoTid kelpevo Tov motetvopevov Kavoviopov yux
tov EXAY, ovppwva e to omolo mapéxetal 0ta QUOKA TTIROCWTIAX AVAOTQEPLHO dtkalwuo
efalpeong amod NV devTEQOYEVY] XOMOT] TWV TEOCWTIKWV TOvg dedouévwy vyelag.
[TapdAAnAa, o Kavoviopog EXAY mapéxet ota koAt HEAN TN dlakQLtiky) evxépelx va
TIQAKAUTITOUV TNV AOKNOT] TOU JKAIWHATOS eEalpeong evtdg TOAD OLYKEKQLUEVOL
TAQLO(OL KAl HOVO YL OKOTIOUG TIOL CUVOEOVTAL OTEVA UE TO ONUOCIO CUUPEQOV KL OXL YIX

YEVIKWG 0QLOEVOVS OKOTIOUG €QEVVAC.

Emonuatvetar 0Tt oL Kavoves OXETIKA HE TNV TOQAKARYPT] TOL UNXAVIOUOU
efalopeong Oa mEémel va oéPfoviat v ovoia Twv OepeAlwdOV DIKALWUATWY KAL
eAev0eQuOv kat va amoteAovV avaykalo Kol avaAoyko HETQO O& ULt OTNUOKQATIKT)
KOW@vIa yiax TNV eKTANQWOT] TOL dNUOCIOL CUUEPEQPOVTOS OTOV TOHER TWV VOULUWV
ETUOTNHOVIKAOV KAl KOWWVIKWV 0toxwv. Ilegattépw, n dvvatdmta magakappng tov
HNXaVIopoU efalpeomng elval emtoemT) HOVO Y XONOTEG dedOEVWY VYElag Tov etvat
@OoQE(g TOL ONUOCLOL TOpER (CUUTIEQAAPBAVOUEVWY OXETIKWY EVEWTIAIKWY 0QYAVWY,
0QYAVIOUWYV, POREWYV T) VTINOECLV, OTOVS 0TOloVS £xeL avateOel ) ekTéAeon kaOnrovVTwV
OTOV TOMén TG ONUOOIAG VYelag) Kat HOVo LTO TIG TEOVTO0E0ELS OTL T dedopEVA deV

HUTTOQOVV Vo amtokTnOoUV pe eVAAAAKTIKA Héoa, €YKAIQWS KAL ATIOTEAEOUATIKA.
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To vyeyovéc ot n dvvatdOTTA TAQAKAUYNG TOL  HUNXAVIOHOU  e€alpeomng
TeQLoQLleTal HOVO OTOUG @OQelc TOu dnuooiov Topéa Oev elval eTMAQKES YIX va
AVTIHETWTILOEL AAAEG TTQOKANTELS, TTOL OLVOEOVTAL KLEIWG HE T CUHUETOXT] WIWTIKWV
POQEWYV OTNV ETAVAXONOLIUOTIOMON TV NAEKTQOVIKWYV dEDOHEVWY VYELXG 0TO TAaio10 TOV

EXAY.

210 onueQLvo olkooLOTN A TNG YN@LaKnG vyelag, 0ev OVHIUETEXOVV HOVO dNUOCLOL
@o0elc aAAd KaL POQEIC TNG AYORAS, OTOUG OTIOIOLG OLYKATAAéyovTal TéQAV TwWV
TIAQADOC LKWV QPOQEWV TNG PLotartoikng Bopmnxaviag (A.X. @aQUAKeVTIKES eTaLQElEC) KAl
oL HeYAAES eTaLQELEG PNPLAKTIC TEXVOAOYIAGS, TO EVOLXPEQOV TWV OTIOIWV Y TNV Lyela €XeL
KoQLPWOEel Tax TeAevtaia xoovia. [Tepattéow, elvatl Yyvwot 1) ovvegyaoia Protoartelwv
KAL WDWWTIKOV ETAQEWDV 0TO KAADO NG vyelag, wote elval vmaEKTOg 0 KivOuvog NG
EUTOQLAC TWV ATIOTEAEOUATWY TWV EQEVVAV TIQOG TIG ETALQELEG AVTEG KAL KAT ETEKTAOT)

TNG EUTTOQEVHATOTOMOTG TWV TEOCWTIKWY JEDOUEVWV KL DELYUATWV TWV VTTOKELUEVWV.

O motewvopevog Kavoviouodg Oétet OO kQLTrotar TEOKEUEVOL VA ATTOTREYEL TNV
TIEOOBAOT TWV POREWYV TING AYOQAS O& 0eDOUEVA VYELXG Yot 0KOTIOVG emBAaPelS TTEOG TO
vTtokelpeVo TwVv dedopévwy. Ta ev Adyw koLt elval 1) CUHHOEPWOT) e TN vopoBeoia
Y TNV TTEOOTACIX TWV TIROCWTIKWV dedOUEVWY KAL) TIROoBaon oe dedouéva vyeiag yix

£0evva «Tov OVUBAAAEL OTO YEVIKO CLUUPEQOV TNG KOWVWVIAG» (attioAoykn okéyn 41).

Ooov agopd Toug IWTIKOVS POEELS KAL EOIKOTEQA TIG TEXVOAOYUKES ETALQELES TIOV
dQACTNELOTIOLOVVTAL OTNV LATOLKT) £0€VVA, TEVOUV VA CUUHOQEPWVOVTAL e TN VopoOeoia
niepl mpootaoiag twv dedopévwv. EmimAéov, oL dpdoelg Twv ev Adyw etapeiwv ouvrBwg
£XOouv W¢ OKOTO TNV MEOWONON TS éQevvag, pe LOXVEO DETIKO KOWVWVIKO ATOTUTIWUA,
WoTe eVKOAa evOVYQaUpICOVTAL e TNV AOPLOTI £VVOLAX TOV «YEVIKOU OUUPEQOVTOG» OTIWS
avagépetal otov ITootetvopevo Kavoviouo, pe anotéAeopa va mAngovvtat kat ta dVo
kottrowx mov Oétet o EXAY vy ampookomtn medoPaot) oe dedopéva vyetac. (¢ ek tovtov,
Ta KQLTowx mov Oétel o mpotevopevog Kavoviouog dev elvat ikavd va meglogiocovv tnv
TEOOBAOT TWV ETUXEIQNTEWV OTA DEDOUEVA VYelag 0UTE CLVIOTOVV ETIAQEKT] avTifaga o

TUXOV KATAXENOoTKéG Hebddovg amd HéQOVS TV WILWTIKWV QoéwVv. Ot ouvOTKES avTég
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eyelpovv TEOPANUATIONO OXETIKA HE &) TNV TAYIWON WIWWTIKWV VTOAOYIOTIKOV
LTTOOOHWYV O¢€ ToUE(S TagoXNg dNUOTLwV ayabwv (A.X. vyela), B) v eEovola TV PoREwV
NG AYOQAS va 00ilovV TNV €QELVITIKY ATCEVTA KAL Y) TOV KIVOUVO EUTOQEVHATOTIOMONS

TV dedopévwv vyelag.133

O oOyxoc wat n onuacia Twv 0edOpEVWV  LYElRG eVIOXVOLV TNV TAOT
EUTTOQEVUATOTIONONG TOVG, KBS 1) amEOTKOTITN TEOTPACT) Oe dedOéVa VYElG UTTOQEL
va 00N Yy10eL o€ Véeg Depamele KAl VEX QAQUAKAX e TEQAOTI eUTIOQKN) aélor. MdAlota,
0710 Ao avTd €Xovv vVTooTNELXOel KATA KALQOVG TTROTATELS YIx CLUMETOXT) aoOevoig
ot OQPEAN: elTe UE OKOVOUIKA aVIAAAAYUATX YIX TN VU@V aflomolnong Twv
vevetikwv dedopévawv tov (open market model) eite pe éupeoa avriotabuiopata 6w N
TIQOVOULLAKT] CUULLETOXN) O€ €QEVVITIKA ToplopaTa Kal Oegamelec 1) TAQOXN LTNEECLOV
Yevetikrg ovpBovAevtiknc and tn ProtpdmeCa (open access model). H mootaon avt
nieokaAel évtovo mEoBANpaTIopd oe emimedo PonOwng, kKabwe Tar oovopKa KivnToa
Yot dtdBeot) Tov AVOQWTTIVOL CWHATOS KAL TWV LATOKWYV OeDOUEVWV VYIRS, HETATOETEL
TO LVTTOKEIPEVO TV DEOOUEVWY O& avTikeipevo3, ()G ek TOUTOV, £YEIQOVTAL EQWTIUATA WG
TIOOG TA AVEKTA OQLX £KPOAOTC TNG AVTOVOULIAG TOV TTEOCWTIOV, TIOL 0& Kapla Teinmtwon
dev pmopel va EeTteQvovy To 610 ogfacpov e avOowmivng adlag!®. Yo avtd to molopa
N IoAtteia opetdet va dixopaAilel TOLS OEOVG EKPEATTS TNG AVTOVOUIAG TOL VTTOKELLEVOL

WOTE V& PNV KATAoTel VTTOXE(QLO TOALTIKWYV KAl EUTTOQIKWV OKOTIUHOTNTWV.

Evoyel twv avotéow, 1 TTodtaon Kavoviopov yux tov EXAY, mookeiuévov va
TEOATNPOOVV akpaia PALVOUEVA €UTIOQEVUATOTOMONG TV dEdOUEVWY LYelag, onta
amoyopevel kaOe amdmelpa XONONS TwV dedOHEVWV Yl OKOTOUS €TICTUIOVS Yt TO
LTTOKEIHEVO TV dEdOUEVWY, 0TS elval 1 av&NoN TV ACPAAIOTOWV 1] YIX OKOTOUG

duxpnuong meoldvtwv 1 Oegamewwv 1 yix v avantuln emPAaBav  mEOOVTWV.

133 Ort. 7.

134 BA. apBpo0 21 g Zoppaong tov OBLEdo: “Prohibition of financial gain: The human body and its parts shall not,
as such, give rise to financial gain”.

135 H avOowmivn ala egunvevetal dxL HOVO avtoava@ogikd oe axéon pe to kaOe vmokelpevo dikaiov, aAA&
éxetxo ovAAoY Y| dtdotaon. ITépa amo eQuUNVELTIKT) — KATELOLVTNOLX AQXT), ATIOTEAEL KAL KATAOTATIKY| QXY
Tov dikaov pag ovotiuatos. To vrokeipevo dev umopet va apattnOel avtg, aAA& 1) TToATe i vTTOXEEOVTAL
va dlxo@aAilel TOLG OQOVS €KPEAOTC TNG AUTOVOLIAC TOV, YIX v UNV KATtaoTtel e0yaAelo TOALTIKWY
emdLdEewv PA. IlavayuwtomovAog A., Blotoameleg kat mooowmukca dedopéva, Exd. akiovAa, 2018
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AAAWOTE, 0 EVWOLAKOS VOUOOETNG avTIHETOTI E avEKAOEV PE EMPULAAKTIKOTNTA TIG U
EQEVVNTIKEG XONOELS, OTIWS elva 1) XO1)oT) dedopévwv vyelag 0To MAalolo g acPAALoNG.
Zoppwva xat pe tov Kadnyntm Zmogo Inuitn o egevvnTikog 0koTog TRETEL VA elval 0
HOVOC kaxO0QLOTIKOG TAQAYWV emeEeQyaoiag dedopévwy vyeiag. Kat pumogetl pev avtog va

voutpoTotel TNy emte€egyacia tovg, aAAd dev dikatoAoyel 0oeg xorjoels Oa OéAape!®.

Ao ta mpoponOévta kablotatal ocagég 0tL amaltovvTat Ta KATtdAANAa Oeopucd
@IATOA OTE VO UNV TTEQATOVLE OTO AKQO TNG aveEéAeyrng BLOAOYIKNG épevvag Kat TG
EUTIOQELUATOTIOMONG TV dedOUEVWV VYELS 0TO TAaLOL0 TOL akpalov veoPiAevOeQLopov
NG ayoRAag!¥. )¢ ek TOUTOV, 1) €QEVVA, YL TOLG OKOTIOUG TNG OTIOLAG TTAQREX ETAL TEOT RO
oe dedopéva LYelag KAl yeVeTkd dedOEVA, opeidel va €XeL WG AUTOOKOTO KL OXL WG

avTikelpevo Tov dvOowmo!®,

4.5. O unxavioudc opt out kat 0 kKivOLVOG HEQOANTITIKT]G AELOAOYNOT)G TwV dedOpévwV

H devtepoyevric xonon twv 0edopévwy vyelag eyeipet mEOPANUATIONO OXL HOVO
YOow amo (nmuata WWWTKOTNTAS TwV dedouévwyv vyelag, OTwe ektédnke otnv
TIEOTYOUHEV] eVOTNTA aAAQ kol YOow amd (nmuata &viong HeTaxelpong kat

HEQOANTITIKTIG AELOAOYNOTS TV dedopévwy vyelag oto mAaioo tov EXAY.

O xivduvog eloaywyng pegoAniag kat dakploewv e BAQOG OUYKEKQLUEVTS
KOLWVWVIKNG 1] KAL QUAETIKIIG OMHAdAG €yKeltal Kuplwg ot XONorn eAAmwv 1 un

QAVTITIQOOWTEVTIKWY OLVOAWV OEQOUEVWY YIx OKOTIOUG ETUOTNHOVIKNG £0EVVAG, TIOU

136 ¥nuitng L., Bioemotipec xat Biotexvodoyia. Oéuata BionOurc, Tlavermotnuakés Exdooeis Korjng, 2019,
oeA. 234
137 BA. Communication from the Commission - A European Health Data Space: harnessing the power of health data for

people, patients and innovation, COM (2022) 196/2 “Health data reuse is estimated to be worth around EUR 25-30
billion annually. That figure is expected to reach around EUR 50 billion within 10 years”. Available at:

https://health.ec.europa.eu/publications/communication-commission-european-health-data-space-harnessing-

power-health-data-people-patients-and _en

138 Y10 mageABv éxouv avadetyOel agkeTés MEQUITTWOELS TIOV 1) €QEVVA ElXE TTAQEKTOATIEL ATLO TOV AQXLKO
£0€VVNTIKS 0TOXO KAOLOTWOVTAC TO ATOHO LTTOXEIQLO TNG KL OXL OKOTIO NG, KAOVILOVTAG TNV €UTOTOOUVT] TOU
OLVOAOL TNG KOWVWVIAGS KL OXL HOVO TwV dpeoa epmAekopévawy oe avtr). Xagaktnolotikn eivarn YmoOeon
peAétng g oO@IANG otnv oA Tuskegee twv HITA kat ta mepdpata oto «Willowbrook State School» twv
HITA, BA. TCwotlatov OA., 2015, H mpootaoia twv evaloOntwv mooowmikwy dedopévwy TG vYelag ot
Proiatokr) égevva, exd. LakkovAa, oeA. 91 em.
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o@eidetal o8 Ht OERA MAQAYOVTIWY, OTWS elvat 1 MOAvTTAokOTNTA CLUTEQIANYNG
00LOEVWV TIANOLOUWY (A.X. VTTOPBAOUIOTUEVWV KOLVWVIKWV OUAdWYV) 0T DEOOUEVA TWV
koatwv peAwv. Emonuatvetatr, de, OtL 11 oLYKEVTOWOT OYKWV OEDOUEVWVY O UEYAAN
kAlpaka oto mAailoo tov EXAY amattel dixAeltovQykdtnTa OXL HOVO O& TEXVIKO eTimedo
(AX. duVATOTTA HETAPOQAS TWV OEDOUEVWV O€ DAPOQETIKA OLOTIUATA) AAAL KAl O
ETUTEDO YADOOAS KAl OLOTNUATWY KWOLKOTOIMOTG, TOL  XQNOLHOTIOOUVTAL QTO
dLAPOQETIKA CLOTNHATA VYELAS Yt TNV TEKUNQEIWOT] TwV TANEOPOQLWV TwV aoBevwy,
WOTE VX ATIOPEVYOVTAL PALVOUEVA ATOKAELTUOV OLKOVOUIKA aX00eVEOTEQWV KOATWYV -
HEAWV amd TNV Kowoxonolo 0edopeéVwY VYERS 1) PALVOUEVA VTIOEKTIQOOWTINOTG

EVAAWTWYV KOLVWVIKA OUADWV.

EmmAéov, éva HéQog tng emMOTIUOVIKTG KOWVOTNTAG LTTOOTNEILEL OTL 1) el0aywY
unxaviopov efatgeone (opt - out) pmogel va evioxVoel QALVOUEVA HEQOATTITIKTG
a&loAOYNoNG dedopévwy vyelag pe to emxelonua 0Tl apketol vylelc ToAlteg dev Oa
evOLaPEQOVTaL Vo TIREXOLV eveQYA Tar dedopéva vyelag tovg, kabwg dev Oa éxouvv va
TEEQUUEVOLY  dpeoa 0@EAT amd TN devteQOyevr] XONON Twv dedopévwy TOvg, e
amotéAeopa va eTAEYOLV TV e£alQEOT] ALTWV ATO TNV TEQALTEQW ETteeQyaoia.
[TapdAANAq, emionpatveTal 1 dAPOQETIKT) VOOTQOTIX TTOL VTTIAQXEL ATIO XWX O XWX
OXETIKA [ TNV amodoxr] TG deVTEQOYEVOUS XONONG TwV dedoUévwy vyelag amo Toug
TOAlTEG, 1) omolar eMNEEALETAL APECA ATIO TNV EUTILOTOOVVI] TWV TIOALTWVY TQOG TOLG
Oeopove, Toug @opeic dakvBEovnong aAAQ kat TIG TOALTIKEG TTROOTACIAG KoL ATPAAELAG
TV OEOOHEVWYV, TIOV EQAQHOLEL TO EKAOTOTE KQATOS HEAOG.

Ta magamdvw oe cuvdLATUO pe TN dLVATOTNTA TWV ATOUWV VA ETUAEYOLV TNV
eEalpeon TV 0EDOUEVWVY TOUS ATtO TN DEVTEQOYEVT] XOT|OT) UTIOQEL VA 00T YT|OEL O€ XAUMAT)
OUMMETOXT] TOUG, HE ATMOTEAECUA VX UTOVOMEVETAL 1) AVILTIQOOWTELTIKOTNTA KAl 1)
xonotuwotta v dedouévwv otov EXAY. Evw, 11 duvatot)ta 0AOKANQwY KOWVWVIKWV
OHAdWYV V& aTtooVEOLVY Hallk& ta dedopéva Ttovg amd to ovotnua tov EXAY umogetl va

0dnynoetL oe peQOANTTIKEG CLAAOYEG.

& ™V avTHEeT@oTn ToL EALVOIEVOL AUTOV TEOTELVETAL 1) AVATITLEN dRATEWY

EVNUEQWOTG KAl EKTAIOEVOTG TWV TIOALTWV OXETKA pe TNV aéla TNG Kowvoxonolag kat
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devTEQOYEVOUS XONOMNG TV dedOUEVWY VYELAG TIROG OeAOS TOL CUVOAOL TNG KOLVWVIAG.
Evw, etvatl onpavtikd va evioxvBel 1 eumotoovvn twv MOALTWOV, WOTE VO CUUMETEXOVV
EVEQYQX OTNV KON XONOoN Twv dedopévwy. Avtd pmogel va emtevxOel péoa amod
HUNXAVIOHOUG dlx@avois dlakvBEovnong aAAd kat pe T dleEaywyr) avolXTov dxAdyov,
Tiov O AMAVTd Oe KQIOIHA EQWTIHATA TWV TIOALTWV 0TS ElVaL ) AO0PAANG eTteeQyaoia
Twv dedopévwv touvg 1 NOwd eowtiuata mov oxetiCovtat pe Tn XQNOT YEVETIKWV

dedopévwy Oe HeYAAT) KAlHAKA 1] LE T €EQAQIOYT] TEXVTTIG VONLOOUVIG.

[Tegattépw, emionuaivetat o ktvduVog va AeLTOVQYNOEL O UNXAVIOHOG eEalpeong
(opt - out) &g PBagog mMoArTwV Yn@uakd avaAedapPnrtwv. Avtd umoget va éxer dvo
AVAYVWOELS: E(TE O PNXAVIOUOG VA PNV Elval KATAVONTOG Kal eVKOAOG OTn XQT)0T) &1t
ao0evelc kat moAlteg pe XapnAd emimedo Yneaxkyv deflOTNTWV, e ATIOTEAETUA VA T
dvvavtat va {nmoovv v efaipeon Twv dedOpéVwV TOLG &lte AOYw ayvolag Kat
dvomiotiag va  emOvpovv Vv efalgeon TV OedopEVWY TOVG, HE AamMOTéAsoua
ovYKeKQIHéVEG TIANOVOULaKEG OpAdeg -ovVOWS  KOWWVIKA aoOeveéoTepes- va Unv
eKTIRO0WTOLVTAL ETEKWS 0Ttov EXAY. Xe kO megimtwon emuPaAdetar va avamtuxOovv
TIOALTIKEG YIX TNV £VIoXLOT) TOL PNPLAKOL KAt TTATQOPOQLAKOV AAPAPNTIOUOV OTOV TOEX
NG VYIRS OAWV TWV TOALTWYV, XWEIC ATIOKAELOHOUS, (WOTE VO UTTOROVV VA AOKNOOLV T
dukatwpatd tovs. Na mpowOnbovv pnxaviopot vmoomEEng, Wiwg Twv EVAAWTWY
OUAdWV, WOTE VO CUHHUETEXOVV OAOL LOOTIUA OTNV KOLVT| XOT)0T) TwV dedOEVWY LYElag

TOVG.

TéAog, éva amto magaderypa ¢ a&lag TNG CLVHUETOXTS OAWV TWV TIOALTWV OTOV
EXAY xat g meobvpiac va poalovtat ta dedopéva vYelag Toug amoTeAel 1 IXxTQLKT)
axoBeing. Aoty N IxtEKT) akpBelag eEaptatal oe MOAL peydAo Pabuod ano v emlbvuioa
KaL TN ovykata0eon twv acfevav aAAd KAl VYWV ATOHWY Vo TEOOPEQOLV eDeAovTiKd
TIANQOPOQLES Vit TNV LYl TOVG (YeVETIKA dedOpEVA, TTANQOPOQRLES Yix TOV TEOTO Cwnig
Kl Toug TEQBAAAOVTIKOUG Tapdyovteg otovg omolovg ektibevtal) kat PloAoykda
delypata, pe otoxo va emtweeAnbovv peAdovtucd acbevels pe v dux acévewn kat oxL

aTapalitnTa ot dLot.
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4.6. H mpooPacn oe yevetika dedopéva oto mAaioo tng latoikrng Akgifeiag xat o

KIVOUVOG TWV YEVETIKWV dlakQlOEwV

H OepeAlwon mg allwong tov amoErntov twv dedouévwy vyelag agevog
AVTOVAKAX TNV aVAYKI] TEOOTACIAG TNG AUTOVOUIAG TOU TIQOOWTIOL QXPETEQOL TNV
AVAYKT dXOPAALOTG TOU TEOCWTIOL €VAVTL DUOUEVAV daKQIoEWV TOL eVOEXeTaL Vo
avTIpeTwTioel efaltiag TG KATAOTAOTG TNG LYEIXG TOV, He TOV KivOLVO TOL YeVeETIKOV
OTLYHATIOMOV va etvat Tbavog!®. Lto mAaiolo avto 1) meoodog NG eMOTNHUNG HETW TNG
a&lomoinong dedopuévwy LYElG Kal KLOIWS YeveTKWVY dedopévwy Oétel pev CnTrpata
ATIOTEAEOCHATIKOTNTAS AAAL Kal TEOBANHATA Okaloovvng, Omws Oa exteBel otnv

TTaEOvoA EVOTNTA.

H avwvupomoinon twv meoowmikwy dedOHEVWV e ATIWTEQO OTOXO TNV TTROOTAC Lo
™G WIWTIKNG CWI)S, TNG YEVETIKNG TAVTOTTAG KAl TWV LATOIKWV dEDOUEVWVY TOL dOTN),
TEXVIKA 0ev umoQel mavtote va emutevxOel, dott Ta PloAoywd delypata TeQLEXOLV
YEVETIKO VAIKO HOVadIKO Yix ToV kKdOe &dvOowo kat ovvemwg oToLx elo TaavtoToTToinong4.
H e&éA&n twv duvatotmtwv g TeXVOAOYIAS KAl TwV LVTIOAOYLOTIKWY OUOTIUATWV
ETUTQETEL TNV ATOKQUTITOYQAPTOT] TOV YEVETIKOU VAIKOU KAl 0g OLVOLAOUO HE Ta
TNEOVHEVA TIEOOWTILKA OTotXelar (BlopeTokd, dnuoyoapkd k.a.) kabotd duvatod tov

EVTOTILOUO TOL 0OTN 0€ TTAYKOOHLAX KATpaka. 141

O xivduvog €ykeltat 0T0 Yeyovog OTL TO avOQWTILVO YeVETIKO VAWKO @éQel

AavBdvovoeg TANo@opies, 0TS elval 1) yevetikr) oodikOeon aoOevelwv, kKANQOVOpK&

139139 BA. Tania Ascencio-Carbajal,Garbifie Saruwatari-Zavala, Fernando Navarro-Garcia and Eugenio Frixione,
Genetic/genomic testing: defining the parameters for ethical, legal and social implications (ELSI), BMC Medical
Ethics, 2021, oeA. 10 e

140 BA. kot ArtioAoyuery Zkéym 64, Ilpdtaon Kavoviopov yiax tov evownaiio, kotvd Xwo dedouévwy vyeiag
(Proposal for a Regulation of the European Parliament and of the Council on the European Health Data Space,
COM(2022) 197 final, abbreviated as 'European Health Data Space')

141 Barbara J. Evans, Power to the People: Data Citizens in the Age of Precision Medicine, Vanderbilt | Entertain Technol
Law. 2017, p. 243-265, Available at: https://www.ncbi.nlm.nih.gov/pmc/articles/PMC5673282/pdf/nihms883855.pdf
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XAQAKTNOLOTIKA KAl OTOLX el KATaywYN|G, OL 0Ttoleg KaOLoTovV dapavn) Tov TR VA TG

TEOCWTIKNG Cwng Tov dOTN.

I'a to A0yo avto ta yevetrka dedopéva amoAapPdvovv edkov kabeotwtog
oVppwva pe to aeBpo 4 e Awxrovéng e UNESCO (2003), dotL evdéxetal a) va
EoPAEPoLY TN YeveTikt) mEOdWOeon TwV atoOpwY, B) Va €XOUV OTNUAVTIKO aVTIKTUTO
OTNV OKOYEVELR, YIX TIOAAEC YEVIEC KL CUXVA O& OAN TNV OHAdX 0TIV OTtola avKeL TO
UTTOKEIHEVO TV YEVETIKWV DEDOHEVWY, V) VA TEQLEXOLV TIANQEOPORIX TNng omola To
TLEQLEXOHEVO OEV Elval TAVTOTE YVWOTO Kal d) va €XOLV TOALTIOTIKI) onpaocio yux
TIEOOWTIAL 1] YLX OAOKATQEC KOWVWVIKEG OUAdAGS. )G €K TOUTOL T K — L VTTOXQEOVVTAL V&
dxopaAiCovv VYPNAOG emimedo mMEOoTACIAG OTNV €V AOYW €KY KATNYoQlor dEDOEVWVY

eEartiag g Wiaitepa evaloOnTng @LOMNG TOLG.142

H dwxyxeloion g avwtéow mANEo@oeiag amod 0AOVS TOUG €UTTIAEKOUEVOVS OTNV
a&lomoinon e Qoeic, NtoL emayyeApaTieg ¢ vYyelag, VOOOKOUEKA WOUHATA, AAAX
KL PAQUAKEVTIKES KL AOPAALOTIKEG eTAlQeleg Kat dNUOOLEG aQ)EG, UTTOREl v eTtpéQEL

OUVETIELEG UE ONUAVTIKO KOWVWVIKO AVTIKTUTIO.

H mpootaoia twv dedopévav etvat koloun, aAAd povo éva amnd ta Cntuata mov
TMEEMEL VA AapBdvovTat vtoyn 0To MAALOL0 deVTEQOYEVOUS XONONG dEdOLEVWY VYElag.
AAAoL tagayovTeg Tov mEémel va An@Oovv vmoyn elval to dkalwpa avTovopiag, 0Tws
avaAvOnke otnv Evomnta 4.3., kabBw¢ kat N avaykn moootaciag amo Tig dkploels Kat
TOV OTLYHATIOUO TIOV UTTOQEL Var TIQOKUYPOULV 0€ Opadikod emtimedo. Ot eUmMAeKOpEVOL 0T
devtepoyevr] xonon dedouévwv vyetag @ooels opetdovy va otaBuiCovv Tovg avwTéow
TIAQAYOVTEG e T TOAVA O@EAT), TIOL UTTOEEL VA TIEOKUYPOLV ATO TNV ATEOCKOTIT

avTaAAayr) dedopévawv vyelag.

H ovAAoyn yevetkwv dedopévwv amo toug moAiteg, wote va eivat dvvat 1

évta&n) touvg o MANOLOUIAKES KATNYOQLES, OVHE@VA HE T KOLTNOWX TNG LATOLKTG

142 Owovpeviky Alaxrjouén yia ta yevetikd dedopéva tov avOowmnov, 2003, oeA. 5
https://bioethics.gr/api/files/download/2133/UNESCO Declaration on Genome Data.pdf?attachment=false
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axpBeiag odnyel otn dnuoveyila YNPLakwV PACEWV YEVETIKWV dEOOUEVWY O€ gveln
kAlpaka (big data). Ooo peyaAwvel 1 kAlpaka g LVAAOYTGC Kat dxPPacng YeveTikwy
dedopévwy OO0 evtelveTal 1 dAKIVOUVELOT] TWV DKAWHATWV TWV TIQOOWTIWY, TIOU
aPOEOVV. LUVETIWS, TIROKVTITEL TO TROBATNUA TNG AOPAAELAG TV DEDOUEVWV AAAL KAL TOV
TBavoL KIvOUVOL aBEUITWVY XONOEWV YIX UN LATEIKOUS OKOTOUS, dNAGdY] KOWWVIKWV
duakploewv pe BAon To yevetko TEOQPIA opddwv tov MANOvopoL A.x. 0T0 MAalolo TNg

AOPAALOTIKTG KAAVYPNCIE,

Yo onuelo avto Tifetal To eQWTNHUA €AV 1) ETEEEQYAT A TWV YEVETIKWY DEDOUEVWYV
pmogel va emektabel amo To Tedlo TS LATELKTG XOT|OTG KAl 0TO TedIO TNG ATPAALONG KAl
TV eoyaotakwv oxéoewv. Ooov agooa to medlo TG aopAAlong emkpatel 1) Tom Tov
YEVETIKOU VIETEQULVIOMOV, TTOL UTOQEL va 0dNyNoetL o€ TeakTikes abé ity darkgioewv. 44
O evwolakdg vopobétng €xet AaPet €0k MEOVOLX OXETIKA [e TN XOT)O0T) OedoUEVWY O€
oxéon He TV KataQTon TEO@IA  (profiling) *° vmoxpewvovtag tov vmevOvvo
eneepyaoiag va otabuilet Toug KvdUvovg artd avtr) ) dtegyaoial#t. Evw, kat 1 EOvikn)
Emtoonn) BionOwr)c vmootnoilet OtL 1) yV@wOTOMOMOT YEVETIKWY TATQ0QOQLWV OE
AOPAALOTIKA Tapela KLEIWG TOL dNUOCioL Topéa elval aveTiTEETTN aKOUN KAl TNV
TEQLIMTWOT) CLVALVEDTIG TOL ATPAALTUEVOD, KAOWS AVTO eTURAAAELT) PUOT) TNG KOLVWVIKT|G
AOPAALOTG WG dNpOoov ayabov, oto omolo mEémel va €xovv mEOTPact) OAoL ¥ X
Teopavio to CNTNHA €XEL AVTIHETWTILOTEL e VOUO YIX T OLAYVWOT] YEVETIKWV OEDOUEVWV
TIOL ATIYOQEVEL YEVIKA TIC DlKQIOELS, €DWOTEQ OTO TEdl0 TG ATPAALONG KAl NG

eoyaoiag. 8 [Tepautéow, o mpotewvopevogs Kavoviouog yux tov EXAY oto &pbpo 35

13 Yrov topéa g ao@aALomg, oL dakgioels autés pumogel va ekdNAwOOUV He Hia KALUAKWOT) TOL TTOTOV TwV
A0PAALOTOWV (AVTIOTOLXT) TOV EVTIOTILOUOD 1] U1 OLYKEKQLUEVWV YEVETIKWY TTEOdI0éTewV).

144 PeOuuwtdxn E., Iatpikry EvOovn xar BionOikn: Xoyxpovec mpooeyyioels kat mpoontikés Tov uéAdovtog,
Exd.ILX. IMaoxaAidng, 2014, oeA. 314 — 316, BA.E.E.B., ['voun ylx xo1jomn YeVeTIKWV dedOUEVWV OTNV DLWTIKT
ao@adion, 11/1/08

145 ()¢ KATAQTION TQOQIA VOEITAL OTOLdNTOTE HOQPT] AVTOLATOTIOMUEVNG €TEEEQYROTING DEdOUEVWY
TEOTWTIKOV XAXQAKTIOX TIOL OLVIOTATAL 0T Q|01 OEDOUEVWY TTQOOWTIKOV XAQAKTIQA YIx TNV a&loAGYN o
OQLOUEVWV TIOCWTIKWY TTUXWV €VOS TEOOWTOV, WIS yia v avdAvon 1§ v meoPAeyn mTuxwv mov
QaPOQOVYV OTNV £Q0YATIR, TNV OLKOVOLKY] KATAOTAOT), TNV VYER, TIC TTQOOWTTLKES TIQOTIUTOELS, TA EVOLXPEQOVTA,
™V a&loTIoTiR, TN CUUTIEQLPOQA, TN B£0M 1) TIC LETAKIVI|OELS TOV €V AGY® PUOIKOV TTIQOTWTIOV.

146 BA. ArtioAoywr) oxéyn 71 I'KTIA

147 EQvucr] Errgortr) BionOweris, Ewomynon yia tn cuAdoyn kat emeegyacia twv yevetikawy dedopévav, 2011,

https://bioethics.gr/api/files/download/1448/recom genetic data gr.pdf?attachment=false

148 BA. Omt. . Ymoonueicwon 143 4
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ATIYOQEVEL ONTA TN DEVTEQOYEVT] XONOT NAEKTOOVIKWY 0edOUEVWVY VYElag yix T ANyn
ATOQPACEWV 08 OXEON HE QPUOKO TIEOOWTIO 1] OHADES QUOKWV TEOCWTIWV YX TOV
ATIOKAELOUO TOVG ATTO TO EVEQYETN A A0PAALOTNOLOL CLHPOAaOVL 1) Yix TNV TEOTOTIONON
TWV EL0POQWYV KAl TV aoPaAiotowv tovg. H devtegoyeviic xonon dedopévawyv vyelag v
OKOTIOUG A0@AALOTG avTiBalvel otV aQX”) TOL OKOTIOU, N omola ovviotd OepeAlaxn

TIAQAILETOO YL TNV TIEOOTATIX TWV TIROCWTIKWV deDOUEVV.

‘Eva aAdo onueio meoPAnuatiopol  elvat autd e avadloQyYAVwOTG TG
KATOVOUT]G TTOQWV YLt TNV vYela, e BAOT TIROTEQALOTNTES Y TNV TEOWONON TNG LITOIKNG
axoBeing. Aedopévov OTL oL TEoTEQALOTNTES avTég Oa €XoUV WG Paotkd KOLTNELO TO
YeVETIKO TROPIA OpAdwWV, avaxkiTTel éva TEOPANUA dKALOoUVNG YIX TO CUVOAO TOL

mANBuvouoV, wg TMEOG TNV TIEOoPAOT OTIS Véeg BepamevTucés pebddovg.

To evdexouevo yevetikwv dakploewv oe MANOLOUIAKES OPAdES TwV aoOevwy,
OTIWG AVTEG €XOLV TIEOKVYPEL HETA amo T HEDODO KATIYOQLOTOMONG oL £QAQUOLEL 1)
okt akoPelag, etvat évag KIivOuvog AyvwoTog OTn MaQadOOLAKN LTOIKT] TIOAKTIKT).
Aocpadwg, dev appuoPnreital 0tL N exdNAWON acOevelwV KaL 1] ATOTEAETUATIKY] TOVG
QVTIHETWTILOT €XOUV WG PAOT) CUYKEKQIHUEVA YEVETIKA XAQAKTNOLOTIKA KAOE TIOOOWTIOL.
Qotoo0, evdéxetat 1m  KaTyYoQOTOMon opddwv Tov TANOvoupoL va odnyel oe
OUUTIEQAOUATA «EVKOAOTEQNC» 1] «OUOKOAOTEQNC» AVTIUETWTIONG MG aoOévelng 410,
LVTTO TO TEIOHA  TOOO TNG ATOTEAEOUATIKOTNTAG &VOS PAQUAKOL, 000 Kol TwWV

TIXQEVEQYELWV IOV OUVETAYETAL.

O mMEOBANUATIONOS AVTOS CLVOEETAL AUETA [E TNV KOLVWVIKY] dACTAOT] TIOUL

amodldeTal otV LYElx Ot TEQLOCOTEQA LUVTAYHATA. LTO eAANVIKO LUviayua, To

149 BA. EOvikr) Erurgontr) BlonOweric, ExOeon: latpikn axpifeiac: Epapuoyéc kar nOika Cntquata, 2019.

15 BA. Ymoonpeiwon 141 [...] An important consideration for precision medicine testing is that new tests may
exacerbate health care disparities. Most genetic data are drawn from individuals of northern European ancestry
[34, 35]. We know that the prevalence of genetic variants varies across populations, and in at least some cases, this
provides an explanation for differences in drug response observed across populations [36-38].The implications of
this evidence deficit are significant—e.g., some have suggested that genotype-based warfarin prescribing should
be considered only for European-ancestry patients due to lack of evidence in other populations [39]. African-
Americans are already under-treated for atrial fibrillation and are at a higher risk of stroke. That coupled with
research that focuses on white populations has led to a “treatment disparity” [40, 41],
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KOLVWVIKO dkalwpa otnv vyela katoxvowvetat oto dpbpo 21 map. 3, cvupwva pe To
0TtOl0 TO KQATOG €X€L VTTOXQEWOT] PEOVTIdAS NS LYelag OAWV TwV MOALITWY, TNOWVTAG
KoLt tong mpooBaong oe Bepamevtikd peéoa. Ton mEooPaon onuaivel, petald aAAAwv,
TOV ATIOKAELOUO AXKQITEWV TWV TIOALTWYV, e BAOT) T QUOKA TOUG XAQAKTNOLOTIKA. ATIO
TNV KOWVWVIKT] OLXOTAOT] TOV dIKALWHUATOS OTNV VYEX ATIOQQEEL KAl T] ATIAYOQEVOT] TWV
aféptv dakploewv HETAED TV TMOALTWV, VTIO TNV éVVoLX OTL TTRETTEL VA dlaT@aAilovTal

logg evkapleg OeQATEVTIKTG PEOVTIOAC Y OAO TOV TANOLOUO.

Zanv EAAGda 1) yevikr) moootaoia amo Tig yeveTukes dakploelg OepeAwovetal oty
EXAA oto 40000 14 yia v anaydpevon dakQloewv 0g oLVOLVAOUO He To dEOO Y TNV
npootaoia ¢ mEoowTukng Cwne. ErumAéov, o amokAelopdc yevetwawv duaxgioewv
Katoxvowvetal kat 0to oo 11 e ZopPaong tov OPLEdo, cOpPWVA e TO OTIOl0 OTa
TAQIOLL TNG LATELKTG TTOAENG ATIAYOQEVETAL OTIOLXOONTIOTE LOQPTIC DLAKQLOT) €Tl TN PATeL
TG YEVETIKNG TALTOTNTAS TOov  atopov. Qotooo, aliCet va onuewwbdel otL 1
KQXTNYOQELOTO(NoT) TOL TANOVOUOD e KOLTHQLO TO YEVETIKO TIROPIA, otV TEooTtdBela va
avanttuxOovv eite oL kataAAnAoTegeg Oegameleg pe ovpPatikd @Aaguaka elte véa
OeoamevTikd pEéoa, OTIWS OTNV TEQITTWOT] TNG PAQUAKOYOVIIWUATIKIG, eivat ovupatr)
HE TIC YEVIKES avuTég TEOPAEPELS kat Oev Oewpeltal OTL amoteAel YeVETIKY DLAKQLOT] €LG
Baog tov atopov. AAAwote To &pBo 12 g LopPaocng OPLEdo meplopilel tn dlevégyela

YEVETIKWV eEETATEWY 08 AOYOUG LvYelag.

Ftvetat aviAnmto, 1 xoNon Twv JedOHEVWY VYERC KAl TWV YEVETIKWOV
TANQOPOQLWV  afloAoyeitat o0& M KAHaKa KOOTOLG kat o@EAovg, TTOoL  €dv

avtiotaBuiCovtal and ta mAgovekTuata ot Thavég amwAeleg. >

Tn oxetwn evOVVN €xeL TO KEATOS, TEOTAPUOLOVTAG AVAAOYA TNV KATAVOUT] TWV
TOPWV Y TNV vyela, elte an’ evbelag (XENUatodoOTNON TG £0EVVAGS, KLEIWG) elTe pe TNV
aopaAlotikr] vopoOeoia. Etvat avtovonto, ot 1 dabeon dnuooiwv mogwv Yyelag otnv

AVATITUEDN IATOLKTIC akQLBelng, dev pumogel va AettovQyetl €16 BAQOG TG TOEXOVOAGC LATOLIKNG

151 BaoAoyiavvng @., Toaxtikd dAnupata, Ievetuey) yvaor), YeveTikr) kakotuyia koL dikatoovvn, oeA. 214
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PEOVTIdAC KATNYOQLWV a0OeVWV, AKOUN KAL AV TO €YXEONHA agpoQd KAl TN OKT] TOvg

aoBévela.

Le kaOe meQlmToT), N €QAQUOYT) TNG ATOKNG akoBelag Oa mpémel va oéfetat to
OepeAdes dukalwpa va amoAapuPavel kaveic Ta 0QEAN TG emoThUNG dxoaAilovtag
TNV L00TNTA TEOCPAOTS OAWV TWV TIOALTWV TNV vyeia. AAAwote, cOUPwva pe Tov John
Rawls to aya00 g vyelag axoBwg emetdr) éxeL modyHatL eQyYaAelaxt) alla ws mEog Tig
QAQXEC TNG dKalooLVNG, OLUPBAAAeL 0T OLUPBIWOT] Hag WS TEOCWTIWV LTO oLVOTKEQ
apoBatdttag (eAevBeplag Kol LIUOTNTAG), CLVETIWS VOULUOTIOIUEVA ATIOKTA T ON|HACio

EVOC TIRWTAQX KOV axyatOov!2,

132 Bagddytavvng @, Avtovopia kat Bon0ucds eEavaykaopos, Tlavemotnuakés exddoelg Korjng, 2020,
0eA.186 moPA. John Rawls, Social Unity and Primary Goods, Collected Papers, Cambridge, Mass: Harvard
University Press, 1999
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EIIIAOI'OX

H e&€AEN g emotnUOVIKNG éQeVVag 0TOV Topéa TG Lvyelag Paoiletatl OA0 Kkat
TLEQLOOOTEQO OTN CLAAOYT) KAL TNV emeEeQyaoio dedOpEVWY 0& ueYAAn kAlpaxa (big data)
pe N PorBex G TEXVOAOYIaG. AVTO PEQVEL AVTIHETWTIO TOV EVWOLXKO VOHOOETT e TNV
TIEOKANOT var B€oel OAx exelvar T KOLTNOLX KAl TIS dadikaoie yix tnv mpowOnon g
ETUOTNMOVIKTG TTQOODOV HETW TNG ATIROOKOTTIG TTEOOPAOTS OTa 0edOpEVA VYelag Xwolg
va Af)TTovTat OepeAtwdn dikawpata, 0mwg etvatln avipwmivn a&ia kol mpootaoia g

OLWTIKOTNTAG.

H mooxAnon g €E1000Q0TNOTNG a@evog TG TEOOTACIAS TWV TEOCWTILKWV
dedOHEVWYV VYEIXG KL APETEQOL TNG ATIQOOKOTTIG TROOPACNG 0T dedOUEVA AVTAR, HE
OKOTIO TNV TIEO0D0 TNG ETOTIHUOVIKTG £0€vvag, dev elval Kavovyla. Lto eAANVIKO
Zovtaypa 1 0QUNTIKT) CUYKQOULOT] TOL dIKALWUATOS TOL ALTOTIQOCOL0QLOUOV (dpOp0 5 X))
pe v eAevBepn avamtuén g €oevvag (dpBpo 16 L) vévvnoe ta Agyopeva «véa
dukatwpato» mov evrdxOnkav oty avabewenorn tov 2001.1% TTpoidvtog tov YXOVOoL
éywav  kavovioTtikés mEoomdOetee  oLUBLBACUHOV TV  AVOTEQW  AVTIKQOVOUEVWY
ovupedvTWY, eite pe v Odnyia (EE) 2011/ 24 eite pe tov I'KIIA, 6mtwe katéyoape kat
avéAlvoe n magovoa peAétn. Qotdoo, elte Adyw NG LTEQPPOAIKNG ALOTNEOTNTAS TOV
MAQLO(OL Y TNV Moo Tacia Twv dedopévwy elte Adyw TNG ETEQOVOUINS TWV KAVOVWY VA
KQATOG — MEAOG KAl NG aTovoiag OAAELTOVQYIKWY CULOTNUATWY, TO ELEWTAIKO
KAVOVIOTIKO TAQRIOIO DV €@QEQE TA AVAUEVOUEVA ATIOTEAECUATA YIX TNV TIEO0O0 TNG

£0€VVAC KoL TNG KALVOTOUIAG.

O mootewvopevoc Kavoviopog vy tov Evpwmaikd Xweo Aegdouévwv Yyetoag
@LAodolel va amoteAéoel Eva VOULIKO 0QO0THO Y TNV eTtiTeLEN avTng NG otdOponc. Me
TIc véeg dataels o vopoOetng emixewel va amouyet oglopéves aoageteg tov I'KIIA kat

avTl aQUTV va TEOOPEQEL Hx KAAVTEQN VOMLIKT] KAL TEXVIKN TIQOOEYYLON Yl TNV

153 PeQupwrtdaxn E., To onueio toopponiac twv kavoviotikav apxwv oe M. KaveAAomtovAov, @. IavayomovAov,
BionOukn mpopAnuatiopol IV — Aedouéva Vyeiac xat I'evetikd Aedopéva, éxdoon Ianalrion, 2019, oeA. 163
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a&lomonon twv dedouévwy VYR, PEQVOVTAG P LOOEEOTIA HETAED TNG AVOTNEOTNTAG

TNG TEOOTACIAS KAl TNG AELOTOM 0TS TV dedOUEVWVIH,

Zta mEonyovpeva ke@aAawx avadelxOnkav ta onupeEld  TOL TIOOTELVOUEVOL
Kavoviopod mov avtamokpivoviat Ot TQEOKANOEIS Tov  €xeL  ONUIovEyNnoeL mn
evowpatwor twv TIIE otov topéa g vyeiag, mpowbwvtag tnv devteQoyevr) XoNon twv
dedopévwv vyelag dixo@aAillovtag MAEAAANAA TV TMEOCTACIA TWV OKALWUATWY TWV
LTTOKEPEVWY TV dedOHéVY. AUTO ETMITUYXAVETAL UE TNV €l0aywYr] a&lOTIOTWV
UNXAVIOUWV dlakvBéovnong, mov Oa daoaAilovv OtL 1 mEoOoPaon Taéxetal HOVO O
(nTovpeva NAEKTQOVIKA dedopéva vyeiag, kKabws Kal 11 ovyKQEOTNON douwvV, mov O
dxopaAiCovv éva aopaléc meppaAlov eneepyaoiag, Oa cuuPaAAovv otn dnpoLEYi
EVOC KALHATOC EUTILOTOOVVG, WOTE T PUOKA TEOCWTIA Vot eTOVEOVV Vo HOQAOTOVV T
dedopéva vyelag TOVG Yix OKOTOUG eTOTNHOVIKNG éoevvag. I'tvetat avtiAnmto otL to
TIQOTELVOUEVO HOVTEAO dlakvBéQvnong etvatl advato va AeltovQynoel Xweic tn Qor)
TIANQ0QPORIAG TEOG TOVG TOALTEG KAl XwEIS TN Ox@avt) dQAon TOOO TWV QOQEWV

TEOOBAONG 0& 0edOUEVA OO0 KAL TWV POREWV TNG XYOQAS.

Yo nAatoto avto, n ITodtaon Kavoviopov yux tov EXAY OeomtiCet éva evioxvuévo
oVoTNUA eMOTITElG XWEIG VTTEQPBOAIKES ATIAYOQEVOELS KAl TIEQLOQLOMOVG, kKabwg KL éva
dxpavég HOVTEAD dLakLPBEQVNOTIC OO0V APOEA TI DEVTEQOYEVT] XONON TWV dEdOUEVWY
vyelag, mov agevog eEao@alillel TNV EUTOTOOVVI] TWV TIROCWTIWV VX HORACTOUV TA
dedopéva TOUG KL AQETEQOL ETUTEETIEL T OLXAELTOVQYIKOTNTA OTNV KUKAOQOQIa TV

dedopéVYV TEOG OPEAOS OXL HOVO TWV TOALITWV AAAG KUOIWS TWV €QEVVITWV.

[TapdAANAa, moowOel TOALTIKEG TOL eEA0PAAILOVY TN YVIOLX CUHUETOXT] TWV

dpeoa epMAEKOPEVQY, VIOOETOVTAG Ut 0O EVOKEVTOLKT) TTQOOEYYLOM.

Zto tedevtalo ke@AAalo TG peAETNG €yve avTIANTTO OTL 1 TEOOTACIX TWV

dedopévawv elvat kKolotur, aAAd povo eva amd ta (nTrpata mov mEETEL var Aapfavovtal

14 TC{Bax E., European Health Data Space, oe K. Knmovgtdov, E. MnAamtidov (emup.) Evpwnaixdc Xwpog Yyeiac:
Ipoorttikéc xat mpoxAnoelc, exd. Nopkr) BypAtoOrkn), 2024
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vrtoYPn Katd TV aviaAdayn dedopévwyv. Ektog ano ta mbavd o@éAn mov umoel va
TIEOKVPOLY ATIO TNV ATIEOCTKOTITI] AVTAAAYT) 0EDOUEVWV LYElag TRémeL var AapuPdvovtat
LTTOYN KL AAAOL TAQAYOVTES, OTIWG:

- TO dKA WA AVTOVOIAG, 1)TOL TO dkalwpa Vo arto@aoilet kavels yia to Tt Oa yivel pe ta
dukd Tov dedopéva, Kat

- 1] AVAYKN TTIROOTAC LG ATIO TIG DAKQITELS KAL TOV OTLYHUATIOUO TIOV HUTTOQEL VA TTRoKUOoUV
€ OpAdKO eTtiTtedo.

Edw, avadekvietat kL 0 kKQlopog 00A0G g Bon0ikr)g, N omola wg o VEAKTN UTToQEel Vo
dwoelg dpeoes AVOELS Kal va 0QloeL To minimum consensus!® 600V a@oQd TNV a&lomoinom
TV 0edoUEVWV vYelag. Le kdOe MeQIMTWON AELTOVQYWVTAS CLVOVACTIKA UE TOUG KAVOVEG

OKkaiov.

Enionuatvetat, 0tLota péoa Tov €lkooTov awva, To medio g PronOwkng emedlwle
V& TIEOOTATEVOEL T OIKAWUATA TWV ATOHUWYV TIOL 1)TAV AVTIHETWTIO Ue To dIANuua: o
a00eVv1C evavTioVv TOL LATEOV O¢ €Va TTATEQVAALOTIKO CUOTIUA VY ELOVOULKTG TteQiOaAng
N TO ETMOTNUOVIKA «A@EAES» avOQWTIVO aVTIKEUEVO £0EVVAG EVAVTIX OTOV TIO
eEeArypévo egevvnt o€ MeQPBAAAOVTA KAWVIKNG éQevvac. AvTr TNV ACVUUETOI LoXVOG
emdwkel va avatoédet o Kavoviopog yuwx tov EXAY, peta kar tic teAevrtaleg
toomortomoels. YmevOvuiletal 0t otnv agxikr] exdoxn g Iodtaong Kavoviouov yux
tov EXAY, n acvppetola e€ovoilag petald ToU VTTOKELEVOL TWV DEDOUEVWV KAL EKEIVWV
7oL amoaciCovy yia TNV EooBaocn ota dedouéva Toug etxe dlevpuvOel oe Tétolo Baduo,
TIOL TO ATOMO Oev elxe kapia eEovola. Me Vv eloaywyr Tov unxaviopov opt — out o
a00eVvIC ATIOKTA TOV éAEYXO0 TV OEDOUEVWV TOL Kol TO dKAlwHA va eTUAEYEL EAV, TG
Kat amo mowv Ba xonowomombovv ta dedopéva vyelag TOU, AVATEETIOVTAC TO
TIATEQVAALOTIKO CUOTIUA TIOV €TUKQATOVOE YIX XQOVIX OTO TOHEX TNG LYEelag ooV apooi
™ oXx€on wtEov kat acBevr). H emiAoyr) avt emiBePawdvet 6t n Pacikn) grlocopia Tov

Kavoviopot yux tov EXAY etvar acOevokevtokn.

155 PeQupwrtdxn, EA. PvOuwon 1 Avtoppv0uion; To mapadery ua ne atpikd vrofonBovevne avanapaywync,
Exd. LakkovAa, 2003, oeA. 29
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H ITpotaon Kavoviopov v tov EXAY @atvetat va pmoget va emitvyel oe peyaAo
Babuo tovg dvo PLAGdOEoVS oTOXOVS TIOL éXeL BEoel, 1)ToL: ar) T PeATicoon Tng mEooBaong
TWV ATOHWV OTA NAEKTQOVIKA dedOUEVA VYELAG TOVG Kol TOL A0 HEQOUG TOVG eAEYXOL
TV eV Adyw dedopévwv kat B) TAQIAANAa ) duVATOTNTA EMAVAXQENOIUOTIOMNONS TWV
dedopévwy vyelag yir 0KOTOUG dNUOCIOL CLUEPEQOVTOS Kol ETUOTNHOVIKNG £QEVVag.
Q0t600, 0edOUEVOL OTL 0 YNPLAKOS UETATXUATIONOG TNG vYelag elval duvapkog Kot ot
efeAtlelg ot Plotexvoloyia dxgkwsg petaPaAdopeves, yivetar avuAnméd oTL 1)
dnuoveyia evog Evpwmaikov Xwoov Yyelag etvat éva amtartntiko eyxelonua. H erutvxia
KL ATIOTEAECUATIKOTNTA TWV TIQOTELVOUEVWY HETQWV TIOALTIKNG Kat dakvPBéovnong Oa
TEEMmeL va magakoAovbovvtat. Oa mEéTeL va aloAoyeltal dAQKWS 1) EPAQHOYT TWV

VEWV KAVOVWV dAAQ KaL va elpaoTe avolkTotl oe TuXOV avadewEnon Toug 0To HEAAOV.
Yro 1 maganavw ovvOrnKeg, OTwe €xeL evotoxa magatneEroet o Kabnyntic

Lmog Xnuitng «ot Hovor Tpay UaTIKE AToTEAETUATIKOL KAVOVES Elval eKEVOL TWV 0TIOLWY

0 TIPOOWPLVOG xapaxtnpac éxet AngOet eEapxne vmoyn».
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