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Evyopiotieg

H mapovoa datpipny ekmovidnke oto Epyastipio Eeapuocuévng @hocopiog tov
EBvikov kot Koamodiotprakov I[avemotnuiov AOnvav vid v eronteio tov Opdtipov
Kabnynm x. Oeoddon Ileheypivn. Tov evyoapiotd Oepud yio v avabeon g

dwtpPng, v eumotocHvn Kot TV Kabodnynomn tov kb’ OAn m ddpkeld tne.

Oepud 0o va evyapiotom tov Kabnynt k. Mavaywwtn IHavtaldko, péhog g

TPLEAOVE ETTPOTNG, Y10 TV GTNPLEN TOL KO TIG EMONLAVGELS TOVL.

[dwitepa 6éhw va  evyapioom tov Avominpoty Kobnynm «. Evdyyelo
[Ipotoramaddakn, HEAOG TG TPYEAOVS EMTPOMNG, YO TNV CLUTOPACTOCT KOl TNV
kafod1ynon tov 6ha avtd ta xpovia. Xwpig v Ponbeld tov n datpPn doev Ba giye

OAOKAN pmOEL.

‘Eva peydho guyapiot®d opeidm ota péAN g entapedots emtponng, v Kadnynrpu
K. Evbopio Kitpaxn, tov Kabnynt) k. Aptépio IeyhPavion, tov Avaminpot
Kofnynm x. Keovotavtivo Tpotdyko kot tov Kabnynt k. Nworloo Nwkntéa, yio v

T TTOV HOV £KOVOV VO, GUUUETAGYOLY GTNV KPioT TG SO0KTOPIKNG oL dtoTptPng.
& va guyaplono® T cL{LYO LoV Kot TO YO HOV Y10 THV VTOUOVY| TOLS KOl TN
Bonbeld tovg KOTA TN SLAPKELL TNG EKTOVNONG KOl TNG CLYYPUPNG TNG OLOUKTOPIKNG
dwtppne.

Téhog, 06Am va evyaploTom 10 Tpocwnikod Tov Epyastnpiov yio v cuvepyacio pog

oAo. avtd o xpovia.
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«H emomun eaptdror oamdAvto and T 0€celg ™ PrAocoPiag Yoo OAOVG TOVG

oTOYOVG Kot TIG LEBAOOVE TNG, oV KO TO EEXVEA TOAD £DKOAMY.

Nitog



H ©®APMAKOI'ONIAICMATIKH XTO ITAAIXIO THX
XYI'XPONHX BIOHOIKHX

Ewcaywyn

H ooppokoyovidtopatikn, o¢ 1 HEAET) TOV YEVETIK®V TOAVUOPPICUDV TOV
emnpedlovv ™V avtomdkpion evog 0obevodc 6To PAPHOKO, elval po vE OYETIKA
péBodOC, OV VWOGYETOL VO TPUYUOTOTOUWCEL TO OVEIPO TOL KAOe YoTpoL Yo
AmOTEAEGLOTIKG PApLLaKa Yopic Tapevépyetes. [a va emtevyBel Opwg avtd, Ba mpémet
va yivouv amapoitnto e£ETAGELS TOL 0POPOVY TO Yovidiopa kot va aSlomomBet vag
HEYAAOC OYKOG OEQOUEVAV, YPNCILOTOLOVTOG TN cOyypovn texvoroyia. H dwayeipion
LG TOGO PHEYAANG TOGHTNTAG EVAIGONTOV TPOCOTIKMOV de60UEVAOV, ONUOVPYET TOALA
EPOTNUATIKA, KVUPI®G G mpog TN duvatdtnto vo mpootatevbel o andppnto TtV
acBevav. To andppnto, 610 véo mAaiclo mov dnpovpyeital, aEEVOS LEV OO TNV
avAyKT TPOCTAGIOG TV YOVISIOUATIKAOV OES0UEV®V, EE0UTING TOV KIVODVOL YEVETIKO
OTIYUATIGHOV, AQETEPOL O omd TNV avdykn vy v, 660 t0 dvvotd, €hevBepn
KUKAOQOPIO TV YEVETIKMOV OEOOUEVOV, OCTE VO LITOPEGEL 1] POPLLAKOYOVIOLMLLALTIKY| VL
VAOTOMCEL TOVG GTOYOLG TNG, OVIIUETOMILETOL HE OVTIQOTIKOVS, TOAAES QOPES,
tpomove. Ta yevetikd dedopéva emiong Kot o1 eEEOIKEVIEVES YVDGELS TTOV YpeLdlovTal
YL TNV TPOGTEANCT TG TOAVTAOKATNTAS TOLG, ONUOVPYOLV KOVOUPYLoL STANLUOTO
OYETIKA [LE TNV EVIUEPMON TOL AGHEVOVG KATA TO GTASLO TG GLVAIVESTG TOV, AOY® TNG
LEYAANG OCAPELNG TMV OTOTEAEGUATOV TOV UTopel vo Tpokvyouvv. H kotvoktnpooivn
oL Ol0KPIVEL TOL YEVETIKA dedOUEVA, ONUIOVPYEL TO EDAOYO EPATNUO, EAV 1 OTOUIKN
ovykatdBeon eivar apkety, dcte va unv tpocsPindel n avtovopio kot OAwv 0G0l
emnpealovior and avtég Tig eEetdoelg, xwpig va Exovv cuvarvésel. Ot gtarpeieg mov
E10IKEVOVTOL OTIC YEVETIKEG EEETACELS, EKUETOAAEVOUEVES T6MG TN TOALILPNLOHEVN
SLVOUIKY] TV YeEVETIKOV eEetdoemv, amevfbivouy yevetikd Tteot amevbeiog oTovg
KATOVOAWMTESG, LE KIVOUVo TapepuNnVeing TV amotelespatwv. TELOG, To GTOYXELUEVA
OMOTEAECUOTIKO KOl GTEPOVUEVO OOUTEPOV TOPEVEPYEIDV (APLOKO, UTOPOLV VO
BEATIOGOVV TIC YVOOTIKEG AEITOVPYIES, LE OMOTEAEGUO TNV EMITACT] TOV YVOCIOUKOV
de€lomTOV Kot TV avicoTHTOV. OLOKANPOVOVTOS, ETLYEIPEITAL [LL0L YEVIKT] OTOTIUN O

TOV BactKOV SIAMANuatov Kot BEcemv.



A&€arc-Khewona: oappoakoyovidiopatiky, Prondikn, miektpovikd apyeio
vyelag, peydho dedouéva, amdppNTo, GCLVOIVEST, LOOPO KOVTL, aAYOPIOUOL, YEVETIKA

TEGT, OTIYLO, YVOOTIKY EVIGYVOT), AYN OTOQACEDY

Introduction

Pharmacogenomics, the study of DNA variants which affect a patient's response
to medication, is a relatively new method that promises to make every doctor’s dream
for effective medicine without side-effects come true. However, in order for this to be
achieved, there will need to be mandatory genome testing and utilization of a large
volume of data by the use of modern technology. Handling such big amounts of
sensitive personal data raises many questions, primarily concerning the ability to
protect patient privacy. Privacy, in the new context created by the need for protection
of genome testing data, due to the danger of genetic stigma and the need, at the same
time, for as much as possible freedom of genetic data so that pharmacogenomics can
achieve its goals, is often faced in contradictory ways. Genetic data as well as the
specialized knowledge required to overcome their complexity create new dilemmas
about informing the patient during the consent phase, because of the great ambiguity of
the results that may arise, as well as the shared ownership of the genetic data that
distinguishes them, makes us wonder if individual consent is enough for us to not to
offend the autonomy of those who are affected by the testing and without giving
consent. Companies specialized in genetic testing, by making use, perhaps, of the much
advertised power of genetic test, give genetic tests directly to consumers, risking a
misinterpretation of the results. Also, specialized, effective medicine that do not have
serious side-effects can enhance cognitive abilities and thus increase cognitive skills
and inequity. Lastly, there will be a general assessment of the main dilemmas and

viewpoints.

Key words: pharmacogenomics, bioethics, electronic health records, big data, privacy,
consent, black box, algorithms, genetic testing, stigma, cognitive enhancement,

decision making



Kepdhioto 1. DoppokoyovioimUoTIKT] KOl GUVOQELC EVVOTEC

dappoka yroo OAoVG

To eappaxo gival «pio yNUKn ovcio pe yvootn doun, n omoia dev amotelel
Opentikn ovcia 1 amaPAiTNTO GLGTATIKO TNG SATPOPNG KAt 1) OTToin, OTAV YopnYeEiTIL
oe (ovtovoLg opyaviopovs, mpokaiel Broroyikn amdvinony. H ynuikn avty ovcia
umopel va eivar UTIKAG M C®IKNG TPOEAELONG Kl OMOUOVOONG, VO Eival Tpoidv

oVVOEGNC EpYAcTNPIO, H| TPOTOV YEVETIKNG UNYOVIKAG.

To @dppoko dev NTav, akdOUN Kol onuepo Oev glval, o adtapgiofiTnTo
KOTOAVTIKOG Topdyoviag mpoaymyng e onuoctog vyeiag. Ot cuvOnkeg vylewng
Katéyovv €va. peydlo pepidolo ommv adénomn tov mpocdokiuov emiPioong, eved To
QAPUOKO KOTO KOPOVUS OOLULOVOTOOUVTOL AOY®M TUPEVEPYEIDV Kol OVETBOUNTOV

EVEPYELDV.

[pw omd 45 ypovia o lllits Eypage 611, 0pov «eni évav adva enidiokay v
TPtk ovtomict o€ avtifeon mPog TNV TPEYOLGA GLUPBOTIKY] GOEio», Ol TPIKES
vanpeciec telMkd dev EmaiEav TpmTEVOVTO POAO OTIS OAAaYEG TTov emMABav GTO
pocodkipo Lone. Osmpovoe eniong, 6TL 1 KMviKN mepiBoiymn 610 pHeYOADTEPO UEPOC
™mg Nrov  doyetn pe t Bepameio g acBévelog, kot TavtdOxpova M {npio mov
TPOKAAOVGE M UTPIKY] TNV LYEID TOV UEUOVOUEVOV OTOU®V, 0ALY Kot OAOKANp®V

TNOLGUOV, HTAV CNHOVTIKY.2

Ta péypt topa PapprokevTiKd ckevdopata £xovv €voeiEn yuo opiopévn voco,
aveEapmta and tov acBeviy otov omoio amevBOvovtal. Edv kdmorog mapovsialet,
Adyov yapn, watabiwym, Bo mapel €va QApPUOKO Omd TNV Kotnyopio TOV

AVTIKOTAOMITIKOV QOPUAK®V, EKTOG GV £XEL AVTEVOELEN GTN ANYT TNG CLYKEKPIUEVIC

! Tempyrog KopakiovAdxng, emp., Poppaxoroyio Rang xou Dale, 8n k3., (AOfvo: Emiotnuovicég
exdooelg [apoidvov ALE., 2018) , 1.

2 lvan Illits, Tatpucry Népeon, H anaAlotpioon e Yyeiac, ptep.Topavéc Baciing (@ecoatovikn:
Nnoideg, 2010), 15.



PUPLOKEVTIKNG OVGiag, AOY® T.y. NdN YvooTAC vIepsvaictnciog.® Ot @apHoKELTIKEC
aywyéc ivor cuvnbog anpdconeg kot Kabopiloviar meptocdTepo 0md TN VOGO, TOPd

and Tov acbevn otov omoio amgvhvvovrat.

Kat eved n wrpikn, katd tov lHlits, sivar pa téyvn mov ackeiton omd tov teyvitn-
10Tpd 68 avOpOTOVS OV YVOPILEl TPOSOTMIKE, 0 1TPOG LETATPEMETOL, CTUOIOKE, OO
TEYVITN G€ TEYVIKO, TOV EQAPUOLEL ATPOGMTOVS EMIGTNUOVIKOVS KOAVOVES GE EVPELES
opdoeg achevmv kot «n Kakompatio amokTd po adnAr, oxed0V GEPAGLO KOATOGTOTIKY

Béon».

H Bepaneia kovodv acheveldv, Onme 1 vITEPTACT, Ol appLOuies N 1 KATAOAWYT,
oLyva TEPAaUPAVEL Lo GEPA BEPATEVTIKMV SOKIUADYV, LETAED dopdpOV QapUiK®V
g 10106 Katnyopiag, N Kot HETAED SLOPOPETIKMOV KATNYOPLDV QUPULAK®V, 0LEAVOVTOS
o€ onuovTikd Badud to Papog ¢ vyelovokng TepiBoiyng, Tov amoppEéel amd TV
EMAEWYT] OMOTEAEGUOTIKOTNTOC KOTA TN OAPKEW OVTOV TOV TEPLOd®V dokung. H
avamoteleopatiky Oepaneio m.y. KoTd TNV TEPI0d0 SOKIUMV VOGS aAvTIKATAOMITTICOD
QOPUAKOL, LEXPL TN TEAIKN ETIAOYT| TOL KOTAAANAOL GKELVAGLATOS KOl 00GOA0YING TOV,

pmopel va avéncet Tov kivovvo avtoktoviag.®

Eivor kavdvog otnv doknon g iTptkng 6Tt ot acbeveic motkiAovv g mpog v
avtomdKplon Tovg oto edppoke. Mo cvykekpiévn 06omn eoapudikov o eivat
OMOTEAECUOTIKT G€ KATO0VG as0eveig Kat, avamdpevKTa, Bo Eivol avamoTEAEGLLATIKT
o€ Kamolwovg dAhlovg, M| Bo mpokaArécel mapevépPyeleg, | avemBOUNTES evEPYELES OE
Kamolovg tpitovg. Xe pa peAétn mov £yive oto Hvopévo Baciielo kot apopodcoe dvo
peydia vosokopeio, ot avemBountes evépyeteg papudkmv avayvopicOnkav og ottia
EL0OYMYNG 6€ TOGOGTO TOL Gyyle 10 6,5% OA®V TV E100YOYOV. ZOUEOVA e Ho
GAAN, peyaAn épevva mov mpaypatoromOnke m oekaetio Tov 1990 otic HITA, ot
TAPEVEPYELES KOl Ol avemBounteg evépyeleg amoteAovoay v 4" — 6" kopwo outio

Bavérov.’

3 Popéc Kopdovng, «@oppakoyovidiopatiky: HOwd Aupato,» Biondud 2, (Zentépfplog 2018), 4:
56-69, https://doi.org/10.12681/bioeth.19691

4 1llits, Iotpikn Népeon,21.

5 Dan Roden, et al. “Pharmacogenomics,” The Lancet 394, no. 10197 (2019): 523,
https://doi.org/10.1016/s0140-6736(19)31276-0

% Roden, “Pharmacogenomics, 523.



https://doi.org/10.12681/bioeth.19691
https://doi.org/10.1016/s0140-6736(19)31276-0

ITpv to 1899 0 wtpdc Mo i6mG 0 oNUAVTIKOTEPOS BEPATEVLTIKOG TAPAYOVTOG
otV Bepamevtikn dwadikacio. To kivivo yia tnv eélovoacia, To efOAL0 Yo TV ELAOYIA
KOL 1] TAEKOKOVAVO OG EUETIKO Y10 TN OVIYUETMOTION TNG SvoeVTEPIOG, NTAV AGPAAEIS
KOl QTOTEAECUATIKEG POPUAKEVTIKEG OVGIES, e evpeila kaTavaimon. H eicaymyn g
aomipivng 10 1899 ot Ogpomevtiky QOpPETPO EYKOVINGE TNV EMOYN TOV VE®V
QOPUOKEVTIKOV okevacudtmy. TIpoidvtog tov ypodvov, 0 apBuds TV VEOV oVcIHV
av&ovotay pe moAd tayd puluo, Alyeg Opmg amd avTég amodeiydnkav ac@aAESTEPESG
KOl OTOTEAECUATIKOTEPEG OO TIG NON YVWOTEG Kat, Otav 1o 1962, o Opyaviouds
Tpoopipwv xor Poapudkov tov HITA (FDA) e&étace ta 4.300 @dppoka mov eiyov
EUQOVIOTEL HETE TO OEVTEPO TOYKOGULO TOAENO, OLOMIGTOCE MG LOVO dVO 0T TEVTE
QAPLOKO NTOV OTOTEAECUOTIKA. APKETEG NTAV Ol 0VGieg TOL BewpnOnkay emkivovveg
Ko, and gkeiveg mov TAnpovcav ta kpttnpo tov FDA, Alyec Ntav KaAVTteEPES amd TIg
ovcieg mov TPoopilovTav Vo avTIKOTAGTNOOVY. «Alyotepo amd t0 38% TV YNUIK®OV
OVCIOV OTOTEAOVV AEIOMOYEG GUVEIGPOPES GTN PUPLOKOTOLC TOV YPTGLUOTTOLEITL

oV OTOYEIOSN TpwTORaduI0 TEPIBoAYMY.’

YnoAoyiletan OTL 1 AMOTEAEGLOTIKOTITO TOV QOPLAK®V TOV YPNGLOTOI0VVTOL
EVPEMG Yo TOVG acBevelg pe o cuykekpévn voco, etvar 30-60%, evd éva T0G00TO

TV a60evOVY avTdv Oa sppavicel coPapic avem@ounTeg evépyetec.t

["ovidtopoTikn TPtk

Edv emiéEovpe tuyaio dVo dtopa, avtd o dtapépovv oTaTioTikd og pia fdon
DNA ava 1000 Cetyn Bacewv Kat, 6d0uéEVOL OTLVTTAPYOLY Tpia dtoekatoppdpla (evyn
Bacewv oty aiiniovyio tov avBpomivov DNA, avtd oonyel oe tpia ekatoppvpla
SpopEs PeTAED TOVG. AVTEG 01 O10POPEG OEV JNULOVPYOLV ATTOPOATTO OVIYVEDGULES

KMVIKES O10POPEC, OAAG EVOEYOUEVMG KATOAYOUV GE O10POPES GTNV AVTATOKPIGT] TOV

" Mits, Tatpikn Néueon, 44..

8 Paul J. Janetto et al, «H ®apuoxoyoviSiopotiky oty Avtipetdmion tov Ildvov,» oto
Ddoppoaxoyovidtopotiky kot [poteivopatikr. To Epyoleio g E&otopkevuévng latpikng, emyl.
T'edpyrog Matpvog kol Zotnpioc MrovkovBara, EevoyA. emp. Steven H.Y. Wong, Mark W. Linder kot
Roland Valdes, Jr, utep. Anuftpiog Xappdrng (Abnva: Exdooeig Mapicidvov A E., 2010), 254.



aTOHoL og éva APUOKO, 1| OTNV OVIOTOKPION TOL G O1APOPO TEPPAALOVTIKA

epediopara.®

H yovidtopatikn 1atpikn] €Kave tnv ELOAVIoN TNG LETA TNV OAOKANP®GT TOV
"Epyov tov AvBpomvov I'ovididpotog, d£dopuévou 4Tt 0 TPOTUPYIKOS GTOYOG TOV £PYOV
Ntav 1 TpomOnon g katavonons g Proroyiag kot tov acbeveimv kot 1 fertioon
™G Lyelag. ApKeTég HEAETEG TOL  OQPOPOVV TOV TPOGOLOPIGUO  CULYKEKPIUEVDV
YOVIOLOK®V TOPUALAYDV, Ol OTTOTEG TPOKAAOVV 1] EVIGYDOLY TNV TOAVOTNTA ELPAVIONG
SPOp®V  0cOEVELDY GE  OMNUOYPOUPIKA  SLOPOPETIKODS TANOLGHOVS, &yovv MoN

orokAnpw0el 1} Ppickoviat oe e£gMén. 10

Yoppova pe 10 E6vikd Ivotitovto Epsuvav AvBpomivov Tovididpoarog

(NHGRI):

«H yovidiwpotixy 1otpikn eivar €vog ovaODOUEVOS 1OTPIKOS KAGOOS TOV
TEPLLOUPOVEL TH YPHON YOVIOIWUATIKOV TANPOPOPIAV YI0. EVA GTOUO (OGS UEPOS
NG KAIVIKIG TOV Qpovtioog (.. yio ) Ajyn O10yvooTikoy 1 Oepomevtikmy
ATOPATEDV) KOL TO. OTOTEAEGUOTO, VIO, TNV DYELQ KOL TIC TOMTIKES EMITTWOELS
aQUTHG TG KAIVIKHG xpHong. Hom, n yovioiwuatikn 1aTpikn Eyel aVIiikTomo oTovg
TOUEIS THS O0YKOLOYIOG, THG POPUOKOLOYIOGS, TWV GTOVIWV KOl OOLAYVOTTWOV

aoBeveldV Kol TV LomddY voowym. 1t

Mo touvg acBevelg, Adyov ybpm, HE WYLYOTPIKES SOTOPAYEG VLIAPYOLV
avantuocopevol Plodeikteg, mov pmopel va cvpPdAlovv otV TPOYVMOOT Kol Vo
mBovoroyncovv v aviandkpion otn Oepameio. o mapddetypa, €xel and Kopd
avayvVoPIoTeL OTL KATo1ot YeveTikol Plodeikteg, OTMS TO0 TPOPIA YOVISIOKNG EKPPACTG
KOl 01 TOAVHOPPIGHOT Lovod voukAeoTidiov (SNPS), uropoiv va ypnoiporomnfovv yio,

™MV a&loAdYNOoT NG AMOTEAEGHLOTIKOTNTOC, TMV AVETIOOUNTOV EVEPYEIDV KOl TMV

® Mark A.Rochstein, @apuaxoyovidiwpoetixi, Kowaviki, HOui kow Kivixii Ipocéyyion, 3" k8., emy.
Evdyyehog I'. Mavoidrovrog kat [epiotépa Ilaoyov (Adnva: Exdoceig [apioidvov A.E., 2008), 57-
58.

10 Hendricks-Sturrup, Rachele M, and Christine Y Lu, “What Motivates the Sharing of Consumer-
Generated Genomic Information?”, SAGE Open Medicine 8 (2020): 205031212091540.
https://doi.org/10.1177/2050312120915400.

1 "Genomics and Medicine,” Genome.gov, |PAGE|, accessed December 07, 2021,
https://www.genome.gov/health/Genomics-and-Medicing).
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TOPEVEPYELDV, SOPOPWV OVTIKOTAOMTTIKOV Qappdkmv, o€ acbeveic pe peilova

KoradATier Sotoporyy. 2

O yevetikdg Eheyyoc emiong, ekTOG amd To vo KaBodyel To YiaTpd 6TV ETAOY
™G KoTtdAANANG Bepameiog, perlovikd Oa emnpedlel Kon TIG EMAOYEG TOL YivovTol
OYETIKA UE TIC KATAAANAEG OOGELS TV UPUAK®V Kot ToV PaBUd eXKVOLVOTNTAS TOVGS

v mbavéc Tapevépysieg.

>10 ovviopo uéALOV ot acbeveic Ba daympilovion oe opddeg Bepameioc, Oyt
HoVo HEC® TOL KOBOPIGHOV TV YEVETIKAOV TOVG HETOAAAEE®V, OAAG Kol PHECH TNG
YPNONG «Oomic» OEOOUEVDV, O EVOEIEN evepyoL KaTdoTaomg £vOog acbevois o Eva
dtktvo acBeveldv. Tétowov €idovg evdeiEelg vepéyovy 6e GUYKPIOT Le Ta dedopéva
LETAALAENC, OEdOUEVOL OTL TAPEYOLV TV TPUKTIKY AVAYVMOOT OA®V TOV TApaydVTOV
nov ennpedlovv €va cLUPay evepyomoinomg, OTWG EMYEVETIKEG OALOLMGELS, EMITED
EKQPOONG, OAAOLDGELS aplOROy avTlypaPmV, Yovidle cOVINENG, UETA-UETAPPUCTIKEG

TPOMOMOWGELC Kol TTEPIBAALOVTIKOVC TopdyovTe. t

latpikn axpiPeiog

Ext0¢ amd ™ popuoyovidsiopatiky 600 £VVoleg Tov XPNGILOTOI0VVTOL GUYVAL
Kal, TOAAEG QOpPEC Asttovpyolv ®G cvvavuud, eivor M wtpikn okpiPeiog kot M

eCOTOLKEVUEVT) LULTPIKT).

H wrpwr| axpifeiog kot n eEatopukevpévn 1Tpikn SpEPOVY MG TPOG TOVG
o10)ovg TouG. H tpikn axpifeiog otoyevet oto va tagivounoet pa acBéveln pe Baon

TO LOVOOIKA YOPOKTNPIOTIKA EVOG aoBEVODS, EVD 1 EEATOUIKEVUEVT 1ATPIKT] EMLOIDKEL,

12 Eugene Lin, Chieh-Hsin Lin and Hsien-Yuan Lane, “Precision Psychiatry Applications with
Pharmacogenomics: Artificial Intelligence and Machine Learning Approaches,” International Journal
of Molecular Sciences 21, no. 3(2020): 969, https://doi.org/10.3390/ijms21030969

13 Rachel Horton, H. and Anneke M. Lucassen, “Recent Developments in Genetic/Genomic
Medicine,” Clinical Science 133, no. 5 (2019): 702. https://doi.org/10.1042/cs20180436

14 David J Duffy, “Problems, challenges and promises: perspectives on precision medicine,” Briefings in
Bioinformatics 17, no. 3 (May 2016):497, https://doi.org/10.1093/bib/bbv060
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He BAon 1o YEVETIKO TPOPIA TOV acoBeVODS, va. avakaAOYEL EEATOUKEVIEVES LeBOOOVG

Bepomeiog.®

Evod ot yevetikol éleyyol pmopel v vmwodetkvhouy OTL €vol GApUOKO Elval
ACQOAEG Kot KATAAANAO Yo évav acOevr], LITAPYOLY TOPAYOVTEC, SLOPOPETIKOL OTd
TOVG YEVETIKOVG TOAVHLOPPIGILOVG, 01 OTTO101 £X0VV GNUAVTIKY] ETIOPACT] GTOV TPOTO TOV
0 acBevig avtamokpivetor otn Oepameio, OT®G €lval Ol EMLYEVETIKOL TAPAYOVTEG, TO
nepairov oto omoio (el KAmolog, o TpoOTOC LN Tov, N NAKia, TO VA0 TOL, N M
T TdYpov Myn @apudkov yla dAleg mabiosic.t® ‘Etol, mapd to 6Tt 1M 10Tpiky
axpiPeiog Oewpeitor ¢ 10 WTpkd povtéAo Tov PacileTal 6T ¥PNON TOV YEVETIKOV
dedopéEVmV, ypelaleTal vo. EVEMUATMOGEL EVa PeYOAo TAN00G ETEPOYEVAOV OEOOUEVDV,

TPOKELEVOD V0L TOPEGEL VOL EKTANPDOGEL TO 6TOYO TG/

Yrapyet éva onuovtikd Kot ovomivinTo, Tpog To Topov, EPMTNUO Yo TNV
wTptkn okpiPeiog: o mowo onpeio 1 HEYOAN CLGGMPELON SEFOUEVOV PELDVEL TNV
amod00™ 1060, Tov TavEL va. ivar amoteleopatikn); o mapddetypa, n etepoyévela Twv
oykwv Bo pmopovcoe va onpaivel 0ti, KaOe petacTatiKn eviomion o€ évav acBevn pe
Kapkivo, Ba mpémel va eleyybel, £To1 dote va oyediootel pia Oepameio, mTov Oa NTav
OMOTEAECLATIKY £VOVTL OA®V TOV EVTOTIGE®MVY TOL OYKOL. H mepattépm avayvapion tov
Baburov ¢ KuTTapIKg S10POPOTOINGNG TOV VEOTAUGUOTIKOV EGTIOV, KAODS Kot TNG
JPOPOTTOINGNG TOV KADVOV GTIG OLUOTOAOYIKEG KOKONOEES, 58 EVav LEULOVOUEVO
acBevn, onpaivel 0Tt pmopet vo unv givar apketn n ovaivon kébe dykov/KAmvov povo
pio popd. EmmAéov, cupfaivouv ko oAloyég 6T GLUTEPLPOPA OYKOV/KADVOV TN
JLpKeLa TOV YPOHVOUL, E0IKA ©G amdvtnon 61 Bepamevtikn tapépupaot. H avaxdioyn
™G TEYVIKNG TOV TOAVUOPPIGUOV HOVOD VOLKAEOTIOIOL emutpénel emiong v
onpovpylo axdun HEYOADTEPOL €MMEOOL AemTOopépElag ovl acBeviy 1 Oyko.

[MoapdAAnio pe To EpOTAUOTA TOL APOPOVV TO. OQEAN TNG KAOOAIKNG, EvOvTl TNG

15 Mopyapita Iodvve Kovedkn, Iodvvng I'. Xatlig kot Tedpyrog I1. IMatpwvdg, «EEatopikevpévn
latpwn xor Malwikd Buoiotpid Aegdopéva,» Elarouuxevuévny lazpikn 3, (ZemtéuPprog-Aeképufprlog
2020),2: 89-90; Emma Kurnat-Thoma, “Educational and Ethical Considerations for Genetic Test
Implementation within Health Care Systems,” Network and Systems Medicine 3, no. 1 (2020): 59,
https://doi.org/10.1089/nsm.2019.0010.

16 Duffy, “Precision medicine,” 498.

17 Kevin J. Hicks et al. “Integrating Pharmacogenomics into Electronic Health Records with Clinical
Decision Support,” American Journal of Health-System Pharmacy: AJHP : Official Journal of the
American  Society  of  Health-System  Pharmacists 73, no. 23  (2016): 1975.
https://doi.org/10.2146/ajhp160030.
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EMAEKTIKNG, €E€Taone yovidiwv/mpotelvov/petafoitav, mpénel vo 1ebel kot Tto
EPMTINUA OO EMIMEDO AETTOUEPELOG Yo KAOE detypaToAnyio eivatl apketd, OOTE va
oyed106TOVV pE akpifela Tpoyvmaotikd kot eéatopkevpéva poviéa. Eqv n amdvinon
o€ aVTo T0 EpMOTNUA PpiokeTarl 6To VYNAITEPO AKPO NG KAlpakag, ovtd Ba £0ete Eva
TEPAUTEP® EUTOOI0 0TV KAWVIKY €QOpUOyn TNG WTpKng akpiPeiag, kabmg to
EPUNVEVTIKA LOVTELD Oa EMPETE VOL AVTILETOTIGOVV £VOV TEPAGTIO OYKO OEOOUEVMV, 1|
TOPOYOYN KOl 1 amrofKeLON TOV OTOI®MV UTOPEL VAL KATOANYEL GE £VOL OTTOYOPEVTIKO
k6otoc. Emopévag, 0ha avtd to mpdcheta dedopéva derypdtov Bo fonbhicovv Tig
wpoPAéyelc mov eumlovtilovy Tig e€atoptkevuéveg Bepameiec, 1| o1 LETAGTOTIKOL OYKOL
Kol 1] CLVOLAGLEVN €TEPOYEVELN o€ KAOe acBevi) Oa onuaivouy otL B Tpénel paiiov
va avalntovue Yevikég cuvoLaoTIKEG Oepameies, oTic onoieg Oa mpémet va PacioTodpe
00TmG N GAAwe. Edv cupPaivetl autd, etvar Oviwg dpaye amapaitntn n 1060 VIEAEXNS

sEaropikevon;®

M avnovyio Aomdv Tov TPOKVTTEL OO TO ETLYEPNLOTO TOV VITOCTNPIKTOV
™G Tpkng axpiPeiog sivol €dv o apOpog twv dedopévav, amd T0 GUVIVAGUS TNG
Broroying kot weptParloviikng moAvmhokdtntag, O amodeyfel ToAD peydiog, dote
vo gtvar doxelpiclog 6to TPooeyES UEALOV UE TN HOVTIEAOTOINOT GE TAYKOGULO
eninedo. Meyoahdtepog aptBpuoc dedopévav dev onuaivel amopaitnTo Kot TEPIGGOTEPT
yvoon. Etvar mbavo va onpaivel povo avénon tov BopvPov. Ta otoyevpéva yovidiakd
oUVOAQ, UTOpPEl VoL VOl TPAKTIKOTEPA KOL VO TPOGPEPOVV TEPICCOTEPEG TANPOPOPIES
CLYKPWVOUEVA LE TNV €PEVLVO TOAAATANG KAMpokag Yoo kaBe dtopo. Ymapyovv Alyo
TOPAOELYHOTO aVOTNPE EAEYYOUEVOV GLGTNUATOV, €KTOG TOV HOVIEA®V, OOV £)El
emrevyfel a&oloyn evomoinon oedopévev moAlamAng kiipaxog. Eivor wotdéco
pEOMOTIKO Vo Bewprcovpe OTL, OKOUN Kol VT TO LOVTEAQ, T Omoio. Umopel va
Aertovpyohv Kokl og €va TAAIGI0 GTEVA EAEYYOUEVOV Kl KABOPIoUEVOVY BLOAOYIKMV
oLOTNUATOV  HOVIEA®V, B0 JTNProoLY TNV TPOYVAOOCTIKN TOVG oYV, OTAV
petapephovv e etepoyeveig mANOLGHOVC, e aKOUN O £TEPOYEVELS TEPPUANLOVTIKEG

oAnremidpdoeic;t®

Mo mv enitevén avTOV TOV GTOYWV 1M WTPIKY aKplPeiag oTtoyevel otV

avamTuEn VTOAOYIOTIKOV pHOVTEA®Y, To omoia Ba &yovv 1n dvvardétnta vo

18 Duffy, “Precision medicine,” 499.
19 Duffy, “Precision medicine,” 502.
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EVOOUOTMOGOVY Kol VO, SLOYEIPLOTOVY OAOL TOL ETEPOYEVT SEGOUEVA KO TIG TAT|POPOPIES
amd TNV KAWVIKT Kot YOVIOLOKN £PELVA, TPOGOOKMOVTOG GE [0 UNYOVIGTIKT] KOTOVOT O
™G VOGOV, MOTE Vo, dlELKOALVOEL Kot vo yivel TeEMKE €PIKT pio EQTOMKEVUEVT
Oepamevtiky aymyn. Mmopel avtd va akovyetot g £vog ToAD eAOS0E0G 6TOYOG, AALA
1N vVoHETON AVTHG TG TPOGEYYIoNG UTOPEL, LEAAOVTIKA, VO, ATOPEPEL TOAAATAL OPEAT,
Om®G M pelwon Tov, GVVEXDS ALEAVOUEVOVL, KOGTOVG VYEIOVOKNG TtepiBaiyng, N M
BeAtioon tng mopelag evOg 0oBevohC He TN GTOYELUEVN YOPNYNOT KATAAANA®Y
Oepaneldv, CLVTEAMVTAG KAT  0LTO TOV TPOTO GTNV OLENGT TG YEVIKNG EVNUEPTOG TOV

toMtdv. %

Ot pébodor ¢ wrpwkng axpifeiog mpobmobBétovy T duvartdTnTo
oTpopoTonoinong achevav yuo e€atopkevpuévn Oepameio, aAld €xovv emiong
duVaTOHTNTO VO GLVOPALLOVY GTOV GYESUGLO QOPUAKEVTIKMV BEPOTELOV e TOAAATAL
QAPLLOKO KoL OTNV EXAVAELOAGYNOT T®V 101 VIOPYOVIOV EOPUAK®V. Mo UnyavieTiKng
Katavonon tov acbeveidv Bo dtevkdivve v in silico (ue ™ Pondela vroroyio)
TaVTOMOiNo”m PapudKwv, Tov Ba gykpivovtal yo v Oepomeia poag mdOnong kot Oa
etvar yproya yio GAAES, TPONYOLUEVMG U GYETIKES GOEVELES, LEGH TNG ELOAVIONG
KOW®V  WOITEPOV  YOPOUKTNPIOTIKOV €VOG OKTOOV acBevdv N Kot gvaicOntov
kKOpPwv/otéymv oto diktvo. Katd avaroyo tpdmo, n dnuovpyio LOVTEA®V SIKTO®V
evnuépmong yu ac0éveleg, Oa eEopOBorloynGeL TNV TAVTOTTOINGN TV GLVOVAGUADV TOV
Qopudk®V Tov B YPNGIULOTOLOVVTOL, EMITPENMOVTIOS LLE TN YPNOY VIOAOYICTMV, TNV
TPOCOUOI®MON OA®V TOV dVVATOV GLVOVAGUOV QUPUUKEVTIKOV Bepomeldv, og éva

GLYKEKPIUEVO SikTVO aoBevhV.?

O gmucpitég g pefdo0ov TG Tpikng akpifetag woyvpilovran 6T,  AOTOINGTY
™m¢ Oa amoitovoe Un peaAloTikd mocd kot Otl, peydlo PEPOG TOL KOGTOLG TOL
oyetileTon pe cvveyn TPOYPALUATO TPOGVUTTMOUATIKOD €AEYYOL, Ba ypelalodTav va
petaeepHel amd v W0O1OTIKN Kot T ONUdcia vyeia ot 1010 ToL ATOA, Y10 TAPAOELY QL
evBapphvoviag to vo TANPAOCOLV, Yo TNV avakGAvyn S aAAniovyiog Tov
yovidolopotdég  tove. H o duvatdmta  ocuvéyiong g xpMUOTOdOTNONG  TOV
TPOGVUTTOUATIKOD EAEYXOV Y10 TOVS TANOLGUOVG NG «EMOYNG TV YOVIdIWVY», TOL

de&ayeton Topa, TiBeton oe €viovn apeioPntnorm, pe TNV TOPIAANAN Vmopén

2 Duffy, “Precision medicine,” 495
2L Duffy, “Precision medicine,” 498.
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oL(NTNCEMV GYETIKA LE TO OPEAT] KO TOL LLELOVEKTNUOTO TOV TPOANTTIKAOV EEETAGEMV
mov Pacilovior og TANBLGHOVS (OTMOC 1 LOGTOYPAPIES Y10 KOPKIVO TOL HAGTOV), TOV
etvar oyetikd @OMVOTEPQ, OO OIKOVOLIKT KOl OVOAVTIKY] TAEVPA, GE GOYKPION HE
TOALG Tpoypdppata TPtk akpiPeiag mov xovv mpotabel. Kot evd 1o k6GTOG Yo
TNV QVIXVELON NG OAANAOLYIOG TOV YOVIOIMUATOS EANTTMVETOL, N OO0 KEVOT KO M

ovGAVGON SESOLEVOV TOpPOpEVEL aucopn okcptph. 2

[ToAlol KAvikol yratpoi dev yvopilovv v dmapén g wtpkng akpPeioc. H
EMAELYT EVIIUEPMOTC TOV KAIVIKOV 10TPOV 10YVEL 1O10UTEPA Y100 OGOVG OEV EOIKEDOVTAL
o€ KAAOOLG OT®MG M OoyYKOAOYio KO, EVOEXOUEVAOS 0ANOEVEL TO OTL, OV £XOLV dMGEL
131aiTePT TPOGOYN G AVTES TIG VEEG TPOGEYYIOELS, LOG KOl GE TOAAEG TTEPUTTOCELS OEV
EYOUV OKOUN TTPOCOEPEL UEYOAES KAVIKES PBEATUDGELS, E0IKA Y10 TOAVTOPAYOVTIKEG
acBévetec. Loppova pe pio dnpookdénnon tov 2012, yrpoi otnv Apepikn eiyoav

GUGTNGEL TPOCHOTIKA YEVETIKA TEGT HOVO Y10 T0 4% TV acbevdv Toug.?®

[Mopd to dapavopeva o@éAn vdpyovv opketol mov vrootnpilovv OtTL 01
eMEVOVGELS TNV TPk akpiPeiag Oa pmopovcav va d10xeTeLBOLV GE KOWV®VIKOVGS

TOPAYOVTES, TOV £YOLV £VO CTIUOVTIKOTEPO POLO GTNV VYELX TOL TANOLGLOV.

Katd to Healthy People 2020, ot avicotnteg oty vygio TpoKOTTOVV 0o Evol
KOW®VIKO, olKovopko, 1M kot meplParloviikd peovékmnua, ennpedlovtog
CLOTNUOTIKA OUAdES avOpDOT@V, 01 0TToi01 AVTIHETOTILOVY dVGYEPELES TNV TPOGPaon
otV  vyelovoukn  mepiBoiyn  AOY®  @uietikng M €Bvikng  Katoymyng,
KOW®MVIKOOIKOVOUIKNG KOTAGTAONG, MAIKIOG, COUATIKNG oavommpiog,, TouTOTNTOC
@OAOL 1] GAL®V YOPOUKTNPIOTIKAOV, TOV GLVOEOVTOL IGTOPIKE LE TIG SL0KPIGELS KOl TOV
OATOKAEIGO. AVTOG 0 OPIGHAC paiveTal va aervel Alya meplfmpo yio TV GVUPOAT TG
wtpkng akpiPeiog ot Pedtioon Tov emmédov vyeiag, ev avTiBEcEL e EMEVOVCELS GE
KOW®VIKOUS KoB0oPIoTiKoVg apdyovteg, Omwg 1 Pactkn vysovoukn mepiBoiyn 1
oté€yaon, 10 kabapd TepPaiiov, N amacyOANGN, TOL B TAPEXOLV L0 TLO OCPAAT| Kot

OAOKAPOUEVT TTPOGEYYIoN GTNV VYEio Tov TANOveoD. 24

22 Duffy, “Precision medicine,” 501

2 Duffy, “Precision medicine,” 500.

2 Wylie Burke and Kenneth Thummel, “Precision Medicine and Health Disparities: The Case of
Pediatric Acute Lymphoblastic Leukemia,” Nursing Outlook 67 no. 4 (2019): 333.
https://doi.org/10.1016/j.outlook.2019.05.003.
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E&atopukevpévn wortpkn

Iotopikd n TpOTN avapopd TG Evvolag TG E0TOIKEVUEVTG LOTPIKNG T TOV TO
1998. Mopd tov 0Tt pepikéc amod T1g PACIKES EVVOLEG YPOVOLOYOUVTOL amd TIG apPyEG
™ dekaetiog Tov 1960, n Bacik) 6éa punopei vo motwbel otov Kavadd arpd Sir
William Osler (1849-1919), mov avayvodpioe 0Tt Kavévo GTopo dgv avtidpd 1 eV
CLUTEPLPEPETAL UE OHO0 TPOTO KAT® Oomd TIG MU OUOAEG GLVONKES, TOL

yapaktmpilovpe o¢ v660.2

H avaxdioyn kot cuykekpiuevomoinorn tov yovidiov mov sumiékoviol o
amAvVINoN ToL aoBEVOVE GE KATOW PUPLOKEVTIKY aymyn, Npbe wg emakoiovbo tov
EVTOMIGHOD YoVdlwv mov amoTeAoVV TN PACT HOVOYOVISIK®V 1 TOAVYOVIOLOK®V
dwrapaydv. Eva mocootd acBevov aviamokpivovtar Oetikd oe o Ogpamevtikng
ayyn, £va GAAO TOGOGTO OV AVTOTOKPIVETOL KABOAOD Kol KATO01 0td TOLG acbeveic
Tapovclalovy TapevEPYELEG, oveSapTTOS TG oviamdkpions. To mwg ta yovidia
emNPealovy TV avTamoOKPLon TOL acHeEVOUg GE L0 POPUAKEVTIKN 0lymYN OmOTEAEL TN

Béon g e€aTopKeEVUEVIG 10TpIKiG. 2

H &fotopkevpévn tatpikn eivor po avadvopevn wotpikn péBodog,  mov
YPNOWOTOlEl TO YEVETIKO TPOPIA €vOG ATOUOL ®G 0ONYO YO TIS OMOPACELS TOV
Aoppdvovtonr oyetkd pe v TpoAnym, ) didyvoon kot eitepa, ™ Bepameio
acBevov. H yvoon tov yevetikod mpopil evog acBevoig pmopel vo dtadpopotiocet
KOTOALTIKO POAO OTNV €MAOYN TNG KOTAAANANG QOPUOKEVTIKNG AY®YNS KOl TNG
Socoloyiog Tov papudkov.?’ Touemva pe ™V eBviky vampecia vysiog g AyyAiog, N
eCatopkevpévn Tpikn opileTor ®G M TPOGUPUOYN TNG WIPKNG TepiBaiyng ota
OTOUIKE  YopoKTNPoTIKA KAOe acBevovg. Avty 1 mpocéyyon Paocileton oTIC
EMIOTNUOVIKEG OVOKOADWELS, Ol OTOiEg HOG OONYNoOV Vo, KOTOVONGOLUE TTMG TO
HOVOOIKO YEVETIKO TPOPIA €VOG aATOUOL mnpedalel TNV vaucOncio ToOV 6E OPIGUEVECS

acBéveleg kor va mpoPAéyovpe moleg wTpikég Oepameieg Ba eivor acepoieic Kot

% Dragan Primorac, et al. “Pharmacogenomics at the Center of Precision Medicine: Challenges and
Perspective in an Era of Big Data,” Pharmacogenomics 21, no. 2 (2020): 142.
https://doi.org/10.2217/pgs-2019-0134.

2 J C Stephens, “Single-nucleotide Polymorphisms, Haplotypes, and their Relevance to
Pharmacogenetics,” Molecular Diagnosis 4, no. 4 (1999): 309, https://doi.org/10.154/MODI100400309.
27 Kurnat-Thoma, “Educational and Ethical Considerations,” 59.
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OTMOTEAECUOTIKEG KO TTOLEG O)l, YO TO ovyKekpluévo atopo. H mapadooiok mopeia
avamTuEng eapudxkmy, OTmg tpoavagépnke, faciotnke otnv avalntnon Bepancimv,
OV GTOYXEVOVV GE VOGOLG KOl apopohv oAdGKANPO Tov TANOvoud. Qotdc0, pe TV
Tépodo Tov YPOVoVL, £ywve eUPOVEG OTL oL acbeveic @épovv oplopéva S1oKkpITIKA
YEVETIKA OIKOYEVELOKE YOPOKTNPLOTIKE, TOV TPOKAAOLY SOKVUAVGELS OTNV OOKPIoN
otV Bepameio Kat, pe PAOT AVTE TO YOUPOKTNPIOTIKA, £XOVV TPOGAPUOCHEL AVOAOYMG
ot Bepameieg. Me ta xpovia VIAPEE Lo GTASIOKT CAAXYT TOL TOPASEIYHATOG O TV
TAPOOOGLOKT TPOGEYYIGT], COUPOVO LLE TNV OTTO1a, £V, PAPLLAKO ATELOVVOTAV GE OAOVS
Tou¢ 0oBeveic, 6€ o O EENTOMKEVUEVT] KOl TTPOGUVATOAIGUEVT) OTOV acbevi
Oepameio. Xnpepo 1 WTPIKN TPooTadel Vo aKoOAOVONGEL Lo TEPIGTOTEPO TPOANTTIKY|
Kol eEQTOHKEVIEVT] TPOGEYYIoN OmEVOVTL 6TOVG acBeveic ota BEpata g vysiog kot
™G vOcov. H epappoyn e poprokoyoviSIOUOTIKNG AVTILETOTILEL TOAAEG TPOKANGELS
Kot TOAAG eumddla, aAAG TpooeEpeL e€icov TOAAEG evukaipieg Yoo T PeArtioon tov
amoteAecATOV ™G wTpkng mepiBoiyng kot Bepaneiag. Ta otatictikd ototyeia
detyvouv 6t1 otig HITA, kdBe ypovo, exdidoviarl mive omd Té66Epa H1GEKATOUUDPLOL
ovvtayes, oAld povo to 50% mepimov €£xel MV TPOcOOKMUEVN OepamevTiKn
arotedecpotikotnTo. Movo otig HITA emiong, to kdct0C, dpeco kot EUUESO, TNG
dwxeipiong Tov xpoviov Tévov pumopet va kKopaivetar amd 560 £mg 635 dicekatoppvpla
doAdpla eTNGimg. Ot avemBoUNTES EVEPYELEG TOV QUPUAKOV, COUPMVO ILE L0 LEAETT,
AVTITPOCSOTEVOLVV £MC Kot TO 7% TOV GLVOLOL TMOV ELGOYWYMOV GTO VOGOKOUEID, £MC
Kot 10 20% TV ENAVEICAYOYOV Kol amoTeAoVV TV TETOPTN KOpa artia Bavatov. To
EKTILOUEVO KOGTOG Toug glvan 136 dioekatoppvpla dordpla enoimg. Ot yevetikol
mapayovieg umopel va evBuvovron £mg kot Yo To 95% g amdkpiong vOg aTOLOL GTa
eappoka kot ektipdror 6Tt cupPailovy €wg kot 20% tov cuVolKoL aplBnov TV
avapepopéveov Tapevepyeldv.?® Extoc amd Tig HITA, mov ot avemBOunTeS evEPYsieg
TOV QUPUOK®OV OTOTEAEGOHV o amd TIG kKupleg outieg Bavdatov, mapodpowo tdon
ONUEIDVETAL KOl 6TOV VTOAOUTO KOGHO. To yevetikd mpopid twv acbevav umopel va
VTOONAMGEL TNV TOAVOTNTO TAPEVEPYELDV EVOG POPLLAKOL KOt VO 00Ty |GEL TO Y1ITPO
o o kotoAnAotepn emhoy).2° H worpikh oxpifeiog xpnotponotel eni tov mapdvTog

LIKPEG OUAOEG PLodekTdV Yo TV emitevén kamowov Pabuov SacTpOUdTOoNG TOV

28 Primorac, “Pharmacogenomics at Precision Medicine,” 142.
29 Martin Dresler et al., “Hacking the Brain: Dimensions of Cognitive Enhancement,” ACS Chemical
Neuroscience 10, no. 3 (2018): 1652, https://doi.org/10.1021/acschemneuro.8b00571
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acBevov oe vroopddeg acbeveldv. Qotodco, ol acbeveig eEakorovBovv va givol oe
peydAo Padbud otpopatomtomuévol e Evay Hovo poplakd dgiktn, Ommg 1 HeTdALAEN

gvoc ovo yovidiov. >

H efotopukevpévn wtpikn, oty evpeia g epapuoyr, Ba éxel povodikd
YOPOKTNPIOTIKA Kot Ba eyeipel véeg NOkég mpokAnoelg e Kabe ToMTIoUIKO TAIG10.
Y& KOTOEG TEPUITACELS, 10MG YpelnoTel va amodeyBodpe OTL 0 TPOGOHIOPICUOG HLOG
YEVETIKNG TapOALOYNC, TOV oYeTIleTON PE pia VOGO o€ €va dtopo, Bo pmopovoe HECH
TOV GTLYHOTIGHOV, VO EXNPEACEL TN PLOAOYIKY] GLYYEVELD, T QULAN 1 TNV €0voTiK)
opado Tov GLYKEKPIEVOL atopov, 3 kot amartodvTar ektevelc aAllayéc 6To choTHA
VYEOVOMIKNG TEPifaAyYNG, ocvumepiiapfovopéveoy Tov NOKov ollaydv, oo vo
Eemepaotovy To NOKE epmdOL0, OTMG TO YACLA YVAOCNS KATO TNV EVILEPT] CLVALVEST),
TO AOPPNTO KOt 1] SLLBESIUATNTA TOV VINPESUDY VYEWOVOUKNG TepiBaiyng. EmmAdoy,
TO KOWOVIKO OQPEAOG EVOVTL TNG AVATTTLENG TNG EMCTNUNG Kot TO aTopkd 6@erog Ba

npénet vo eE1copponnovv.

Yndpyetr eniong 1o evdexduevo m €viovn tdon mpog v aTpiky akpiPeiog va
avoi&el To OpoOpO Yo TNV gUmOpPELUATOTOINOT TNG LYElNG (OTmg yiveTal Tdpa pe TNV
acBéveln) pe TV evioypon G avnovyiag Tov aTopov (Tapdyovteg KivoLvov,
TPOdABEST) KAT.), LE GTOYO TNV TMOANCT] TPOANTTIKOV QAPUAK®OV, TO omoia Oa tpémet
va Aoppdvovior cuveydg, kKab’ OAn 1N didpkela g {ONG TOLv, TPV AKOU EULPAVIGEL
OTOLOONTOTE VOGO, LE CNUOVTIKEG OIKOVOUIKEG EMMTMOCELS. Oa TPOKHWYOLV doPVieg
OYETIKA pE TO €dv o1 TapepPdoelg g wTpikng akpiPeiog Bo mpénet va Pacilovion o
QOPUOKEVTIKES ayYEég M otov Tpomo (wne. Edv efetdoovpe tov avénuévo apbud
SYVAGEDV TNG doTaPoyNG EAAEILUATIKNG TPOGOYNG KOl VIEPKIVITIKOTNTAG KO, TNV
TOVTOYPOVY aENCT NG YPNONS CLVTAYOYPAPOVUEVOV PAPUAK®OV, GaiveTal OTL, EVO
TOL GUUTTOUATO TNG dtaTapayns Ba propovcay va TPOANEOOVY amd Lo, TOALTIOTIKY
aAAayT), OTTOG ETOVOEIOAOYMVTOS Y10l TOPASELYHOL TIG OMOLTHOELS TOL £xovv Tebel oTO
o1 Ko Tap€XovTag Eva EKTodEVTIKO TEPPAALOV TEPIGTOTEPO TPOGAPLUOGUEVO GTIC
EUPLTEG KOVOTNTEG MAONONG TOV TAdIDV, AVTO TPOCKPOVEL GTO. CLUPEPOVTO, TMV

QOPUOKEVTIKAOV ETOUPIDOV TOV UTOPOVV va KEPSIGouY HOVO pésa amd TV adénon g

30 Duffy, “Precision medicine,” 496.

31 McGonigle, “Genomic Data and the Dividual Self,” 3.

32 Pooneh Salari, and Bagher Larijani, “Ethical Issues Surrounding Personalized Medicine: A Literature
Review,” Acta Medica Iranica 55, no. 3 (2017): 209, https://pubmed.ncbi.nlm.nih.gov/28282721/
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TOANONG TV apudkwov. To edppako akpipeiag Oa dnuovpynoel mBovadg Kot GALESG
TETOLEG KUTAOTAGELS, OOV TOL GLUPEPOVTO TOV ACGHEVDOV, TOV KAVIK®OV 10TpDV, TMV
OACGQOUALCTIKMOV ETOPLDYV, TOV VINPECLOV VYELNS KOl TOV QapUAKOBLopnyavidyv, dev Oa

cvumintovy.>

O1 duvatdHTNTES GTNV AVTOAAAYT] OEOOUEVOV GTO TANIGLO TNG EEQTOMKEVUEVTG
TpKng, mhavadg, Bo odnynoovv oty avantuln aAyoplOK®V GLGTNUATOV TOV
UTOPOVV VO LETPNGOVV TN GYETIKT 0&lo TV YEVETIKAOV O£00UEVMVY TOV oYeTILOVTOL [UE
ovYKeKPIEVA yoviota i opddes yovidimv 1 RNA. Me v tepdotio ayopaotikn a&io
TOV OMUOVPYEITOL ATO QVTES TIG AAANAOVYIES KO TIC TEPITAOKEG GYEGELS TOVG, ATOKTA
peydan onuacio n wpootacio TG WOOTIKNG {ONE Kol 1] TPOSTAGIN KOl avevupio TNG

YoVISIOpATIKNC épevvag. 3

dappokoyevetikn kot DopUoKoyoVISI®UATIKN

O 6pog «papuaKoyeveTIKN emtvondnke tn dekaetio Tov 1950 kot exppalet nv
10éa 0Tt maporiayéc tov DNA mov emmpedlovv peydlo HEPOC TOV YOVISIMMOTOC
GUUPBAAAOVY CNUOVTIKA OTIG EXOPAGELS TOV EYOVV TO APLLOKa Yo Eva dtopo. O 6pog
CPAPLOKOYOVISIOUOTIKT ¥PNOLULOTOLEITOL TAEOV OO TOALOVG Yl VO TEPLYPAYEL TNV
0éa 0Tl TOAAATAEG TOPOALOYES GTO YOVIOI®UO, Ol OTOiEG SPEPOVY OVAUEGH OE
TANOLGLOVG, EMNPEALOVY TNV AVTIOPACT] TOV OPYOVIGHOV OTEVOVTL GE Qdppaka. To
Aebvég Zuvédpio yua v Evapuovion (International Conference on Harmonisation -
ICH), o maykocpo kowvompadio amd puOoeTiKods opyavicpovs, £xel opicel
(QOPUOKOYOVIOLOUOTIKT OC TN UEAETN TOV TOPUAAAYDV TOV YOPOKTNPIOTIKOV TOL
DNA ot tov RNA mov oyetiletat pe v avtidopaon 6 QopUOKEVTIKT oy®yn Kot TN
(QOPUOKOYEVETIKN G TN UEAETN TV Topoiray®v otnv aiiniovyia tov DNA mov

oyetiletat pe Vv avtidpacn o€ PapuaKeLTIKN aymyr. To medio avtd viobetel emiong

3 Duffy, “Precision medicine,” 502.
34 Jan McGonigle and Noam Shomron, “Privacy, Anonymity and Subjectivity in Genomic
Research,” Genetics Research 98 (2016): 3, https://doi.org/10.1017/s0016672315000221.
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éva. mpoéTLIO  OCOHVOAO OO  OPICHOVG  (QOPUOKOYEVETIKMY — QOVOTOT®V Y10
QOPUOKOKIVITIKA Yovidla. Avtol meptAapfdvouy Toug @LGIOA0YIKOVS HETAPOMOTEG
(NMs), tovg kakovg petaporiicotég (PMS) mov gépovy 600 AAANAOUOPPO ATTOAELNS TNG
AertovpykdTTdg TOvg, TOVg evdldpesovg petaPortctég (IM) mov @épovv éva,
AAANAOUOPPO OTMAELONG AEITOVPYIKOTNTOC Kal TOVG Lrep-tayeic uetaforiotég (Ums)
TOL PEPOVY OAANAOLOPPO LE AEITOVPYIKO KEPOOG 1] OVOTOPAYWDYES YOVIOT®V KOl Y10l TO
(QOPUOKOOVVOUIKE  Yovidla ovopacieg Ommg Betikol 1 apvntikol Yo aAAnAdpopea
VYN0V KIvoLVOL. AVTEC Eival TPOKTIKEG, CUVTOUES OVOUOGIES KOL VITAPYEL GUYVE Lo

oAANAoETIKEALYT OGOV apopd TNV avTidpaon o pappaka. >

H o@oppoxoyevetikn Ookiu] ®g éva oyxetik@ véo egpyoieio yw v
eCatopkevpévn Bepameia kot TpoOANYN ypdviwv mabNoewy, OmOTEAEL OMUOVTIKI
TPtk Tpo0do. Evd o1 HeAETEG QUPLOKOYEVETIKNG OEPELVOVV TIC OTOVTNGELS ATOUMV
oe oappoka mov Pacilovior o€ HETOAAAEELG €vOG YOVIdiov, Ol TPOCEYYIGELS
QOPUOKOYOVIOLOUOTIKNG VTOINADVOLV TN UEAETN TOAADV Yovidiwv 1 OAOKANpwV

opadmv yovidimv. 3

H @appoxoyovidiopatiky eivot 1 epopproyn e YOVISIOUOTIKNG TEXVOLOYiNG
OTNV aVAKAALYT KOl ovATTUEN VE®V Qapudkov. H kaAlvtepn Katovonomn Tov 1podmov
pe tov omoio To dTopo HE €V CUYKEKPUEVO YOVISI®UO OavTATOKPpivovTol GE €val
QAPLOKO, EMTPEMEL GTIG POPUAKEVTIKEG eTapeieg va gviomiovv vroopdoeg mov o
OEELOVLVTOL  TTEPIOCOTEPO  amd  €va  GLYKEKPEVO  eapuoko. O  otdYog NG
(QOPUOKOYOVIOLOUOTIKNG €ival 0 KaBOPIGUOC TG QOPUOKOAOYIKNG ONUAGIOG NG
YEVETIKNG TOPUALAYNG LETAED TV OTOU®V KoL 1] XPTOT] QVTOV TOV TANPOPOPLDY GTNV
AVOKOADYT QOPUAKOV, LELOVOVTOG £TCL TV 0PLOUd TV oveETBOUNTOV avTIdpAcE®V.
Me 10V TPOGOIOPICUO TMV YEVETIKMV TAPOAAAY®V OV givorl mBavo va ennpedlovv
TNV KOVOTNTO OTOTEAEGUOTIKOD UETOPOAGHOD €VOC POPUAKOL TPOG TN CWOGCTN
KateLOLVOT, Ol POPUAKEVTIKEG ETAPEIEG GKOMEVOLV VA AvVATTOEOVY TEPIGGOTEPO

37

TPOPAEYIUO KOl  OMOTEAECULOTIKOTEPA  QAppaka.”” Me v  avakdiloyn g

(QOPLOKOYOVISIOUOATIKNG GYEONG HETAED TOV YEVETIKOD TPOPIL €VOC ATOUOL Kot TNG

% Roden, “Pharmacogenomics,” 19.

% Suhaib Muflih et al., “Physicians' Attitudes and Ethical Obligations to Pharmacogenetic Testing,”
Journal of Multidisciplinary Healthcare 13 (Mar 2020):249, https://doi.org/10.2147/JMDH.S245369
37 Mark A Rothstein and Phyllis Griffin Epps, “Ethical and legal implications of pharmacogenomics,”
Nature Reviews Genetics 2, no. 3 (Mar 2001): 228, https://doi.org/10.1038/35056075
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BéATiotG docoAoYiag GopUAKOL, OVOUEVETOL VA OAAAEEL O cvvinONg, HEXPL TP,
TpOmog kobopiopol g docoroyiog, mov givor pEco amd o dlodkacion cuveyoHS
TPOCAPUOYNG SOKIUNG-GOPAAUATOG [LE TV TOVTOYPOV] OWGTNPN TOPAKOAOVONGT NG

aVTATOKPIGTC TOV 060evoDC.

Edv n ouyvétrta Tov ahAaydv o€ Vo GUYKEKPIUEVO OTUEI0 TOV YOVISIOUATOG
vrepPaiver o 1%, avtég ot oAhayég Tavopovvtol O OMUEWKOl VOUKAEOTIOKOT
nolvpoppiopoi (SNPS), pikpéc emavorapfovopevec odiniovyies (STRS) kot mokidog
apopoc  emovarapPovopevov  alnrovyiwv  (VNTRS).®® O  oyedoopoc g
(QOPUOKEVTIKNG  ay®YNG, Aaupdvovtag vrodyy Tovg TOAVHOPPIGUOVS  €VOC
VOUKAEOTIO0V, pUmOpel Vo OOMYNOEL GE EVIVITMOGCIOKA OTOTEAEGUOTO GTNV KAWVIKNY
Beitioon Tov acBevovc. ' v id1a 066M PappdKov o1 YEVETIKOL TOAVLOPPIGHOT TmV
eviOp®V, TOV EUMAEKOVTOL GTO UETAROAMGUO TV QUPUAK®V, UTopel var EXOVV ®C
amotédecpo 1 éva opyd HETABOAMGO TOV POPUAKOV KOl KOTE GUVETELD aOENGT TOV
EMMEOWDV TOV POPUAKOL GTO Oiplol KoL TOEIKOTNTA, 1 va YPIYopo UETAPOMGUO Kot
peimon TV emmédov oTo aipa, e ovvakolovdn peiwon  tov OgpamevtiKod

OTOTEAEGLOTOG.

‘Eva mopddetypo tov mwg ot yeveTIKOl TOALUOPPICHOL EUTAEKOVTOL GTOV
LETABOMGLO TOV POPUAK®V KOl TNV KAWVIKY OHacio Toug eivat 0 petafolopog g
KAOTOOYPEANG, OGS EVPEMG YPNOULOTOLOVUEVTS OVGIOG, OV YPNGULOTOEITOL ™G

TPOPLAUKTIKY] y®YN GTNV 0ONp®UATIKT VOGO.

To CYP2C19 eivan éva and to kOpra EVOLUO TOV GUUUETEXOVY GTNV NTOTIKN
LETATPOTY] TNG KAOTLOOYPEANG GTO OpacTikd LETOPOAITN TG, 0 omoiog elvat vtevBLVOC
YL TNV  OVTIHOTETAALOKY], dpdon Tov @apudkov. Ov mepiocdtepol AvOpmmot
petaforilovv oe peydrlo Pabud 1 KAOmOOYpEAN (TN METATPEMOLY GE €VEPYO
petafolitn), pe AmOTELEGLO OVTA TO ATOUA VO ATOTEAEGOLV TN PACT TOV HEAETAOV YU
™ Oocoloyia tov @opudkov. Kdmowa dropo opwmg pmopel vo €xovv KAmOlo
TOAVLOPPIGIS 6TO Yovidlo ov Kmdtkomotel to évivpo CYP2C19, pe anotélecpa 1o

Topayopuevo £vOupo va, unv givatl T0c0 KaAog petafolritng g kAomdoypéAng. Avtd ta

3 Ritika Kapoor, Wei Cjuen Tan-Koi and Yik-Ying Teo, “Role of pharmacogenetics in public health
and clinical health care: a SWOT analysis,” European Journal of Human Genetetics 24, no. 12 (Dec
2016):1652, https://doi.org/10.1038/ejhg.2016.114

3% Mark A.Rochstein, @apuarxoyovidiwuotixs, Kowvoviky, HOuci ko Kivikiy Ipocéyyion, 58.
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ATOMO VTOAEITOVTOL GTO GYNUOTIOUO TOL EVEPYOL peTafoAitn Kou ivol TeEPIGGATEPO
ELAAMTA 6€ oYNUaTIoUO BpouPwv, Tapd to OTL 1 06T TOL PaPUAKOL givor 1 1O e

T®V VITOAOITOV.*°

Eniong, éva dAlo mapdoetypa mov apopd £vo peydAo Tosostd Tov TANBuc oD,
elval M petatpomn g KMOEVNG 6€ Hopeivn, YVOOTH amd TV apyotdTnTo yio v
AVOAYNTIKY TNG Opdom Kot Yo TV woyvpn e&aptnomn mov dnpovpyel otov ypnot. O
YPOVIOG TOVOG £lvar Eva KOO, OLGETIAVTO Kol 131a{TEPA SATAVTPO TPOPANLLOL Y10, TOVG
TACYOVTEC, LLE TN XPNON OTIOEWDV VO VL 1 GLYVOTEPT POPUOKEVTIKT OVTILETDOTION
KOl TNV OmEvIinomn Tov ochevav oty aymyr vo mopovctdlel peydlo €Opog
anoteleopoTikOTNTaG. O oYedcHOc evog Bepamevtiko Tpoypaupatog e Pdon
YEVETIKY] VIOYPOQY] €vVOG aTtOpOL Bo pmopoboe va moPEYEL MO EENTOUIKELUEV
TPOCEYYION YL TOV GCULYKEKPUEVO 00OeVT), PEATIOVOVTOS TN AELTOVPYIKN TOL

KATAGTOOT, TNV TOWOTNTA TG {ONG TOL Kol LEUDBVOVTOS TOVTOYPOVA TIS AvETIOOUNTES
EVEPYELEC TNG PAPUOKEVTIKNG oyeyng.*!

To évlopo CYP2D6 elvar vmevBuvo yioo v peToTpomn G KwOetvng oe
popeivn, n omoio evOVLVETAL VIO TNV AVOAYNTIKT dpdon TG Kmdeivng. Kdmowa dtopa pe
vevetikr] mopaAdayn oto CYP2D6 dev pmopodv vo petatpéyouvv Ty kwdgivny og
popeivn, KOl KOTO GUVETEWD GE QVTO TAL ATOUA 1) KOOETVN €yl HELWUEVO OVOAYNTIKO
OTOTEAEGLLO, OONYADVTOS T GTN ANYN, TPOOJELTIKA, OO Kol LEYOADTEP®V OOGEMV,
yeyovog mov umopel va mapepunvevfel wg ebiopds. Katd ocvvémewn, n yevetkn
nowlotta 6to CYP2D6 dev emrpémel v cuvtayoypdaenon otabepng Socoroyiog
KoOglvg  otovg  maoyovteg  €outiag G peydAng  dwkdpovong g

OMOTEAEGHOTIKOTNTOG UETAED TV aTOpMV. 2

210V TOHEN TNG YUYTPIKNG ETIONG, TO YEVETIKO TPOoPiA Tov acBevoig kot n

KaBodnyodpevn omd avtd aywyn, propel va aAddEet ™ {on tov acbevdv mov Thoyovv

40°S.A. Scott et al., "Clinical Pharmacogenetics Implementation Consortium Guidelines for CYP2C19
Genotype and Clopidogrel Therapy: 2013 update,” Clinical Pharmacology & Therapeutics 94, no. 3
(2013): 318, https://doi.org/10.1038/clpt.2013.105

41 Karin M Fredrikson, and Tracy Fasolino, “Pharmacogenetic Testing: The Ethics of Implementing in
Clinical Practice for Chronic Pain Patients,” Journal of Pain & Palliative Care Pharmacotherapy 34 no.
2 (2020): 69. https://doi.org/10.1080/15360288.2019.1707929

42 Paul J. Janetto et al., «H ®appokoyoviStopatiky oty Avtipetdmion tov IIévov,» oTo
Dopuorxoyovidiwuotiky kor Ipowteivouotixy. Ta Epyadeio e Elarouxevuévns latpikng, €my.
T'edpyrog MHatpwdc kar Totnpic Movkovpdara, Eevoyl. emp. Steven H.Y. Wong, Mark W. Linder kot
Roland Valdes, Jr, utep. Anuftpiog Xappdrng (Abfqva: Exdoceig [apioidvov A.E., 2010), 254.
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Y. oo KaTaOAym, va amd To. GLYVOTEPO YLYLOTPIKE TPOPALLOTO TG KOVOTNTOG.
Ot dwrapayés xatdbiyng kot dyyovg amotehovv peiova {nmuota vyesiog, mov
TANTTOVV EKATOUUOPL dTOpO 6E OAO TOV KOGHO, ETNPEALOVTOC apVNTIKA TNV TOdTNTA
Comg ko av&dvoviag v miBavotnta Yy cvvvoonpotnto kot Ovnowwdtra. H
avtomdkpion otnv apykn Bepameia etvar cvyva younin, pe to 30-50% tov acbevov
VoL EKTILATOL OTL OTOTLYYAVEL GTNV OVTIKATOOATTIKY 0y®YN TPADTNG YPOUUNG, AOY® N
avtomdkpong N ovembountov evepyswwv. Emumdéov otig HITA mepimov 25.000
acBeveig eTnoimg TapovctdlovTol o TUAUATA EKTOKTNG AVAYKNG, AOY® avemBOUNTOV
EVEPYELMV TTOV TPOKOAOVVTOL Ao avTikatobAmTikd. Ot acOeveic suvinOmg dokipdalovv
TOALG OVTIKATOUOMITTIKA GYNLOTE TPOTOV BPouV Eva GYNLLO. TOV, APEVOS VA BEATIOVEL
To KATOOMTTIKG GUUTTOUOTO KOl APETEPOV VA EXEL TEPLOPICUEVESG, N E0TO OVEKTEG
TOPEVEPYELES KL, EMELDN| OTIG AVTIKATOOMITTIKES SOKIUEG PAPUAK®OV YpeLalovTal GLyVa
TOVAGLoTOV 6-8 Bd0ONAdES Yo va KpBel 1) amoTEAESUATIKOTNTA TOVS, TO OTOMKO Kot
KOW®VIKO KOGTOG TNG GLVEXOVS SOKIUNG KO EVOALAYNG BEPATEVTIKOV GYNULATOV TOL
dev €youv amotéAecpa, umopel vo givor eEopetikd peydAo ywoo to dropo. Avtod
vroypoppilel v avaykn PeATioong TOV GTPATNYIKOV EMAOYNG KOl 00GOAOYiOG
eoppdkmv. Metd and dekaeTiEG EPELVAV, VITAPYOLY TAEOV 1GYVPES GLGYETICELG LETAED
NG YEVETIKNG TOPUALAYNS Kol AmOKPLONG PAPLAKOV, e KOVES EVOEIEELS Yo OpLoUEVAL
avtikatadMmtikd (evyn Yovidiov-Qappakoy, dote va dikotoAoyndel n petdppoocn o

KMVIKY TpokTikn. *

[Movew ond 140 eykexppéva edpuoxo and tov Opyaviopd Tpooipwv kot
Goapudrov tov HITA (FDA) £&xouvv oapuaKoyoviStoUOTIKEG TANPOPOPIES GTIC 00N YiES
TOVG, TOV EMICUOIVOLV  QOPUOKOOVVOLIKES GYECELS, OMMG 1 ovoyvodpilon &evog
GLYKEKPLUEVOL YOVISIOL OV GuoyeTileTon pe Evav UnNyavicd dpaong Tov eopUaKov,
N QOPUOKOKIVTIKOUG HNYOVICUOVS, TOL  TEPLYPAPOLV  TIS EMOPACELS TOV
HETOPLOAIGHOD TOV  (QOPUAKOV OGTNV  OMOTEAECGUATIKOTNTO Kol TIG OVEMIOVUNTEG

gvépyetec.

4 Kevin J. Hicks et al., “A Call for Clear and Consistent Communications Regarding the Role of
Pharmacogenetics in Antidepressant Pharmacotherapy,” Clinical Pharmacology & Therapeutics 107, no.
1 (2019): 51. https://doi.org/10.1002/cpt.1661.

4 Gregory P. Hess et al, “Pharmacogenomic and Pharmacogenetic-Guided Therapy as a Tool in
Precision Medicine: Current State and Factors Impacting Acceptance by Stakeholders,” Genetics
Research 97 (2015): 2, e 13, https://doi.org/10.1017/s0016672315000099
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Yyetikd pe ™ oyxéon acfevoHc-1aTpol 6TV ETOYN TG POPLLOKOYOVIOIMLOTIKNG,
Exer mapatnpnOel 0TL, GTAV TO POPUAKOYOVIOI®UATIKA OTOTEAECUOTO KOO0 yNoAY TV
ATOPOGCT) TOV YIOTPOL Y10 QALY GTY] POPUAKEVTIKY AY®YT TOV ac0evois, ot acOeveic
ntav whovotepo va. Bopovvior autég TG aAlOYEG QOpUAK®V amd TG oAAOYEG
QOPUAK®OV GTIC OTTOIEG O1 ATOPAGELS 0V KOO0 YOUVTOL OO POPLULOKOYOVIOL®LOTIKES
mAnpopopieg Kat, ot acheveig NTav 10 @opég mo mbovo e aVTEG TIG EMOKEYELS VO
AVOPEPOLV AETTOUEPELEG OO TIG 00MYieg TOL YloTpoL Tove. Ta guprpata TG Epevvag
KOTAOEIKVOOUV OTL TO S1O0ECIUA POPUAKOYOVISIOUATIKE OTOTEAEGUATO 00NYOUV OF
KOADTEPT EMIKOWVOVID, YLOTPOV-0G0EVOVC OYETIKG HE TN ANYN OTOPACE®V KO,
TAVTOYPOVA, EVICYVETAL 1] IKAVOTNTO TOV aoBEVODS v cuumeplpepBel cOLPOVA e TIg

oTpikéc odnyiec.®

M oy TOV EOPUOKOYOVISIOUATIKOV JOKIL®OV TOL GLYVA TapafAémeTol
elvar M ovvatdtrTa €£0KOVOUNONG YPNUATOV YO TO GUGTNUO VYELOVOMIKNG
nepiBaiymc. Avt 1 oy cLyvd emGKIALETAL OO TV OIKOVOUKT EMPAPLVOT| TOV
aTOPOV AOY® TOL apykod KOGTOVG TOV YeveTikdv séetdosmv.’® To dpeloc Tov
(QOPUOKOYOVIOLOIKOD €AEYYOL €vavTl TNG UEXPL TOPU GLUPOTIKNAG TPOKTIKNG OV
axolovBeitar oV KMVIKT W0TpKY €ykettal oty mpoddeon oTPOUATOTOINOG TOV
acBevav oe tpeic katnyopiec. Na wpoPAréyovpe edv to gvOEIKVLOUEVO PApUaKO Oa
elval amotedecpatikd, va mpoPréyovpe ™ PEATIOTN S0c0AOYIO TOV QOPUAKOL KO,
TEAOG, VO gvtomicovpe Tovg acBeveic mTov KIVOLVEDOLVV amd TIG TOPEVEPYEIEG | TV
To&IKOTNTA TOV Papudikov. Ot otoxevpéves Bepameieg Tov PEATIOVOLY TPAYUATIKE TNV
OMOTEAECUOTIKOTNTA  TNG  (QUPUOKELTIKYG Oepameiog kol  €loyloTomolovV TNV
BvnodTTa Kot voonpotnTa AOY® TOPEVEPYELDV UTOPOLY VO ETPEPOLY GNUOVTIKN
€€01KOVOUN OGN KOGTOVG GTO GLUGTHLOTO VYELNG, OKOUN Kot TéEPa amd o Tpdcbeta 000
TOL TPOKOITOLY KoTd TN SeEaywy tov yevetikdv séetdosnv.t’ H yvoon tov
HLEULOVOUEVOV YEVETIKOV TPOQIA TtV acBevov Bo pog dmdoel 1 duvatdtta vo
YPNooTOBoVV akpOTEPO GKELAGHOTA GE EKEIVOVLE TOVS oBeVEIC TOV gV PUTopoHV

va aveyBobv eBnvotepa dppaka. Avtd T0 YeYovOg UTOPEL VO ATOPEPEL ONUOVTIKY

“Brittany Borden et al., “Patient-provider communications about pharmacogenomic results increase
patient recall of medication changes,” The Pharmacogenomics Journal 19 (Feb 2019): 16,
https://doi.org/10.1038/s41397-019-0076-2

46 Kapoor, “Role of pharmacogenetics health,” 1653.

47 Kapoor, “Role of pharmacogenetics health,” 1651-52.
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€E01KOVOUN 0T KOGTOVG GTO GUGTNLO VYEIOVOUKNG TTepiBaiymg, mapd to avénuévo
KOGTOG TOL APYIKOD YEVETIKOD €A&yxov,*® odAd &8 vmapyel o €& «Kivouvooy:
J€d0UEVOL OTL, GTASIOKA, TA PAPUAKO LE BACT TN QOPLAKOYOVISIOUOTIKY ELGEPYOVTOL
ommv oyopd, ot yiatpoi Oa SteBéTovv  eVOAAOKTIKEG AVGES O©TN GLUPATIKN
QopurokevTiky Oepameion kol TIC TPOKTIKEG ocvvrayoypaenons. Ilapoio mov 1
aE0AOYNOT TNG YEVETIKNG OLOKVILAVONG LETAED TOV 0GOEVAOV Y10 TOV TPOGIOPIGUO TNG
OWOTNAG PUPUOKEVTIKNG Oy®YNG Kot TN d0GOA0Yiol TOL Paprakov dgv eivar emi Tov
TOPOVTOG TPOTEWVOLEVT], 1 OVNGLYIOL TOV YIOTP®V Yoo TNV mopeia g vyeiog Tov
acOevmVv Tovg Kat, {6mG, 1 AmEIA TG 0OTIKNG €VOHVNC, eivar TOAVOV va evBappHvovy
TOUC 10TPOVG VO apYIcoUV TG OOKIUES KOL VO GLUVTOYOYPOPY|GOVV  (OAPLLOKOL
oXEOOGLEVO Y10 XPNOT) OO GUYKEKPIUEVEG IKPOTEPES OUaOES atopwv. H o apyn
NG 1N KOKOTOINOoMG Omaittel oo £va Y1oTpo VoL EVEMUATMOCEL TN QOPLLOKOYEVETIKT GTNV
KAWVIKY] TPOKTIKT), 0oL givorl amopaitnto, yioo TV A0y IGTOTOINGCT TOV KIvOOVOL Yia
évav acBevn|. Ze avtifeon BEPara pe Ta TOpATAVE®, 01 dNULOGLOVOLUKOT TEPLOPIGLLOT TOV
emPdrlovior omd To OCEOMOTIKG Tapeion Ko TIG €topeieg, o pmopovoav va
emPpaddvovry TV  €YKPIOT TOV  QOPUAK®V 7OV  ovomTuxOnKov  pUEGm NG
PAPLLOKOYOVISIOUATIKNC, TEPLOPILOVTOC TV  YpNoN TOVS amd Tovg YioTpovc.”® Tta
péosa g dexaetiog tov 1970 mapadeiypatog xapn, n ovéykn yo Leimwon Tov KOGToVS
nrtav autd mov eMEPOALE TEPLOPICUOVE GTNV EMAYYEAUOTIKY OPACTNPLOTNTA TOV

yaTpdv.>°

Me gvtoAn tov KAWVIKOD 1atpov edv 1 adiniovyio tov DNA endpevng yevidg
(Next Generation Sequencing, NGS 1 GS), &vtomicel QUPUOKOYOVIOIOUATIKEG
TOPOALAYES LE YVOOTEG KMVIKES EMMTMGELS, TPEMEL TO OMOTEAEGUOTO VO ETLOTPEYOLV
otov acBevi). Katt t€t010 Ba éxer moAlomAd ogéln. Ymdépyer m mbBovotnto vo
evioyvBovv 1o amoteAéopata G Oepomeiag (cOppova pe v MO apyn ™G
evepyeoiag) ko va ghayoromombel o kivovvog PBAAPNS (MOwm oapyn ™S un

kakomoinong). Emiong, o6tav ot ywatpoi mapayyéivoov non GS, n mpocHnkn tov

48 Kapoor, “Role of pharmacogenetics health” 1654.
49 Rothstein and Griffin Epps, “Ethical and legal implications” 228-31.
50 1llits, Iazpixs; Néueon, 35.
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KATOANAOV Qappdkmv givol avapgiopnmra Aoyikn, T060 arnd KAWVIKY 060 Kol omd

otkovopkn Gmwoymn.>

‘Evag  GAOG  TpoocQAt®g  OVOTTUGGOUEVOS  KAGOOG  €QPOPUOYNG  TNG
(QOPUOKOYOVIOLOUOTIKNG €lval 0 KAGOOG TNG MOPLOKNG VEKPOWYING. XTO MAMICLO TNG
KaOEpwong tov KAAdoL e €Pappoy HEBOSOV PUPLOKOYOVIOIWUOTIKAG EXOLV
de€ayBel apKeETEC GCLOTNUOTIKEG HEAETEG, TTOV ALPOPOVV KUPIWOS TNV TGTOTOINGT TNG
attiog BavATov 6e TEPMTMOELS POUPUAKEVTIKNG OnAntnpiaons. Kupimg ta papuoka
pefadovn, 0EuK®OGVN Kol POLVTOVOAN, OTTMG KoL 1 KOTYOPio TOV avVTIKATUOATTIKGDV
eopudkwv, mapovstalovv avénuévn dddoon oe opiopéveg meptoyés Twv HITA kot
evfvvovtal yuou peyaro aplud Bavdtmv. Ov peréteg avTéC a@opovv Kupiwg otnv
ToTONoiNoT OavAToL GE TEPIMTMOGELS PUPUAKEVTIKNG TOEIKOTNTOC, 1| TOPOVGING TV
VO HEAETT QUPUAK®V, OTOC TA AVOAYNTIKA LeBadOOVY, 0ELKOOOVT Kot GOVTOVOAT Ko

0L AVTIKATAOMATIKGVY, 6TV KUKAOQOpio ToL amofidcavtoc.®?

O Sallee ka1 Guv. \TaV Ol TPDOTOL TOV TEPIEYPOYOAV U0 TETOLN TEPITTWOT)
BovaTov amd QOPUOKELTIK ovoie 6€ Tondl HE YEVETIKO EAAEUUA TOL YOVISiOL
CYP2D6, 10 omoio Tpokdrece ELUTTOUOTIKO QOPUOKEVTIKO LETOPOMGUO GE Eva ayOpL
nukiog 9 etdv, mov Emacye amd SwTapayy]  EALEWUOTIKAG  TPOGOYNS/
VIEPIKIVI TIKOTNTOS, WOEOYLYOVAYKOGTIKT dtaTopayn Kot cuvdpopo Tourette. To wonodl
Aappave ayoyn pe peBvrlopoviddtn, kKhovidivn Kot @Aovosetivn kot enl po mepiodo
10 pmvav epeavile GLUTTOUATO TOV TAPETEUTAV GE TOSIKOTNTA QOPUAKOL. Telukd
VIESTN EMANTTIKY Kpion Kot akoAovBmg kapdlakn avakonn. H vekpoyia £dei&e 6T
OLYKEVTIPMOOT] TNG PAOVOEETIVIG Kol VOPPAOLOEETIVIIG GTO aipa, TOV €YKEPOAO Kot
GAAOVG 16TOVG, MTAY TOAAATAGGLO OO TO OVOTEPO OPLOL KOL GTNV LOTPOSIKOGTIKN
ékBeon, og aitio Bavdtov, OnAmbnke N towodtnTa and eAovotetivn. H petabavatio
YEVETIKN aVAAVOT OEYUATOV OToKAALYE EVa YEVETIKO EAAELLLN GTO TOTO TOV YOVIOiov

CYP2D6, to omoio mpokaAel dwatopoayn oto petafoAopd g @rlovoéetiving. To

SlCatriona Hippman and Coran Nislow, “Pharmacogenomic Testing: Clinical Evidence and
Implementation Challenges,” Journal of Personalized Medicine 9, no. 3 (Aug 2019):17,
https://doi.org/10.3390/jpm9030040

%2 Steven H. Wong et al., «H ®appoxoyovidiopotikny oto Iioicio g Mopiokfg Nekpoyiog otnv
Tatpodwcaotikn IMaBoroyla/To&koroyia,y oto DPapuoxoyovidiwuotixy wor Ilpweivouotiky. To
Epyalieia e Elaropuxevuévng latpixng, emyl. Tedpyrog Hatpivog kot Zotnpic MovkovBdia, EevoyA.
emyp. Steven H.Y. Wong, Mark W. Linder kot Roland Valdes, Jr, ptop. Anuntpiog Xappdrng (Adfva:
Exdooeic [Tapioiavov ALE., 2010), 385.
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TEPLOTOTIKO OLTO OVOOEIKVVEL TN CNUOGIO TOV HETOOAVATIOV YEVETIKOV £EETAGEMV.
Eiye non &exivnoet épevva og fapog TV BeT®dV YOVE®VY amtd TIG VINPEGIEC KOWVOVIKNG

TPOVOLOG 1) OTOla GTANATNGE PAGEL TV VEMV YEVETIKOV GTOlYEImV. >

"Eva 0ebtepo mepiotatikd apopd o yovaiko 44 £Tdv VIO YuYLOTPIKT 0y®Yn
v KatdOAym Kol Yoymoikég dtatapayés, n omoia fpédnke vekpn oty UmaviEpa Tov
dwpepiopatog tov Tpmnv ovldyov g O vrebBuvvog Tpodikactg Bedpnoe OTL 0
Bavatog opelloTOV og avtoktovia pe Tviypo. To petabavdrtio detypo aipotog nTov
Betikd yoo wptalanivny (0,6mg/l), tepalemdun (0,2mg/l), deouebvrodialemoun
(0,2mg/l) xar dSwalemdun (0,1mg/l). H avérlvon tov DNA édei&e o petdhiaén
KCNH2-Fin.  Xto 1wtpikd  wotopikd  tov  Oduatog  vanpyav — UePIKA
niextpokopdoypapriuata pe mapdtacn tov QTc (QTC: 492 kot 468) S10.6THOTOG TOL
elyav AneOel VTO PaPUAKEVTIKY AyWYN, LETE OO dVO ATOTEIPES AVTOKTOVIOG [LE AW
Yuxotpommv eapuakov. Eywve petabavdtio poprokn ovéAvor, tng omoiag o
gvpfuata Thavoldynoay wg aitio Bavatov Tov awpvidlo Bdvato Aoyw appvbuiog, pe
owvodo eopoéenon vepov. 'Eva petabavdatio poplokd govpnuo pmopel vo €xet
OMUOVTIKES VOUIKES GUVETELES. «X T GLYKEKPLUEVN TTepinT®on 1) TpdBeom tov BHLTOC
va ovtoktovicel Bo pmopovoe va apueiofnmmdel évtova 010 OKAGTNPLO, T.). GE

TEPINTMON GPYNONG KATOWG 0GPUMGTIKHG omolnpicnone».>*

O KAdoOg ™G HETOBAVATIOG PUPLOKOYEVETIKNG PplokeTon aKOUn o€ apyko
o0T1do10 Kot yperaleTon va TpaypatomronBovv mToAAEG MeEAETEG TPOTOV apyicel va
epapuoleTon cuoTnUOTIKA 0T dtepedivnon kot emPBePainon tov artidv Bavatov. Ot
peAéteg auTég o mpémet va, oTNpLyBovV GTIG TPOGPATES YVAGELS AO TOVG KAAOOVG TNG
TOEIKOAOYIOG, TNG YEVETIKNG KOl TNG 10TPOIKAGTIKNG. Oa ypelactel vo cuvovacTovV
oVvyypoves Bempieg Kot yvdoel omd v eEEAKTIKN Ko TANBUOUIOKY YEVETIKT, WE
YVOGELS 0O TNV GUYYPOVT LOTPIKT, TPOKEUEVOL VAL TEAEIOTOMOEL 1] PUPUOKOYEVETIKT

TPOGEYYIoN Katd TV vekpoyia. >

%3 Antii Sajantila, Philippe Lunetta kot I1kka Ojanperd, «Metadavétio Gappokoyevetikt): ot Mopiakéc
Nekpovieg,» oto Dapuoxoyovidiwuatixyy ko Ipowteivouotiky. To Epyoieio e Elotopurevuévng
lozpuiig, emp. T'edpylog Matpvog kar Zotnpio MovkovBara, EevoyA. emu. Steven H.Y. Wong, Mark
W. Linder xou Roland Valdes, Jr, utep. Anuitpiog XapBatng (A0fva: Exddceig Iopioidvov A.E.,
2010), 370-71.

5 Sajantila, @apuarxoyovidiwuotixy koau Hpwtsivouonixy..., 376.

% Sajantila, @apuarxoyovidiwuotixy ko Hpwrsivouonixy..., 377.
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Eivon mpo@avég 6Tt o1 0pot QOPLOKOYEVETIKT KOl QOPUAKOYOVIOIMUOTIKY] OEV
elvar tavtoonuot. H  @oppokoyevetikny eotidlel kupiowg ©TO QOIVOTUTO  €VOC
KANPOVOLLOVIEVOL YOVISIOL EVM 1] POPUOKOYOVISIOUATIKY EXEL VO ELPVTEPO GTOHYO Ko
KOADTTEL TN HEAETN g pobuiong Kot G €KQpaons Ttwv yovidiov To omoio
EUMAEKOVTAL GE OVTOV TO GOIVOTLTO. 2GTOCO Ol dVO OVTOL OPOL YPNGUYLOTOLOVVTOL
TOAMEG QOPEG MG TAVTOOMUOL, EVOEYOUEVOS avTikaTonTpilovtog TV avEnuévn
EPOPLOYN TOV YOVIOWWK®OV TPOCEYYIGEMV KOl TEYVIKOV Yoo va omoavtnfodv ot

PUPLOKOYEVETIKEC EPOTHGELS.

2HVTOUN 16TOPIN KO TPOOTTTIKES TNG POPLOKOYOVIOUD LOTIKTG

Ot  opappoxoyevetikéc HeAETEG, ®C VTOGUVOAO TNG YEVETIKNG, &ivor
petayevéotepes and TG Pacikéc perétec g avBpamivng yevetukne. Mo eaipeon
amotelel TO TOPAKAT®, TOL HePKOl 1GYVPilovTon OTL Eival N TPOTN PAPLOKOYEVETIKY|
napatipnon: oto yoptd Croton (Notwa Itaria), mepimov to 510 m.y., o [Tubaydpag NTav
0 TPMTOG TTOL ENECUAVE TOV KivOuvo amd TNV Katavdiwon kudumv. H kudpmon sivat
TAEOV YVOOTO OTL TPOKaAEiTOL Omd EAAELYM TNG APLIPOYOVAOTG TG B-POGPOPIKNG

YAkoing (G6PD).>’

O Larry Snyder (1932) cvyva avayvopiletor ®¢ TpOTEPYATNS TG ETOYNG TNG
eoppoakoyevetikng. Edei&e 6T S10popeTikn amdKpIoT o€ i ¥nKn ovsia (advvapio
yevong  eowvvroBelovpiag), KAnpovounnke ®¢ OVTOGOUIKO  VTOAEUWTOUEVO
YOPOKTNPLOTIKO, TOPOUOLO0 LE 0VTO TTOL giye avapépetl o Garrod oyetikd pe Tov oAQIoUo
KoL TIG GQALEG LOVOYOVIOLOKES Olatapayés, Tpelg dekaetieg vopitepa. To 1957 o Arno
Motulsky mpotewve 6tL 1 KAnpovopkotnta 0o propovoe va e€nynoet yoti moAAd

AdTopo S1PEPOVY G TTPOG TNV OTOTEAEGLATIKOTNTO TOV QOPUAK®OV KOt Y1OTl KAmolot

%6 Evéryyehoc Mavmrémovdog, «H @apuaxoyovidiopatiky oty Khvikn [Ipdén,» oto Bioynuixi
papuaxoloyio (ABva:Xovéeopog EAAnvikav Axadnpaikov Bifiodnkov, 2015):248,
http://hdl.handle.net/11419/4255

5" Daniel W Nebert, Ge Zhang, and Elliot S. Vesell, “From Human Genetics and Genomics to
Pharmacogenetics and Pharmacogenomics: Past Lessons, Future Directions,” Drug Metabolism
Reviews 40, no. 2 (2008): 188, https://doi.org/10.1080/03602530801952864
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TOPOVCIALoVY OVETIOVUNTEC EVEPYELEG GE IO POPUOKEVTIKN ovoia. Alyo apydtepa, o
Friedrich Vogel enivonce yia mpdTn @opa ToV OpO GUPLOKOYEVETIKT] KOL TOV OPIGE MG

™ HEAETN TOV POLOL TNC YEVETIKNC GTHV EMISPAGT] TOV QUPUAKOL GTOV 06hevi].”

Mécw ™G eVOOUATMOONG TOL OIKOYEVELONKOD 1GTOPIKOV, TV YEVETIKOV KOl
(POPUOKOYEVETIKOV EEETACEMV TNG YOVISIOUATIKNG OTPIKNG, N TP®OTORAO ppovTida
vyeiog €xet mAéov Vv gukapio va Tpowbncetl v eatopkevpévn wrpikn. Mropet va
YIVEL EKTIUNOT KIVOOLVOL Y1oL OPICUEVEG OGOEVELEC, TPV QTEG EUPOVIGTOVV KOl VO

EPOPLOCTONY EENTOIKEVIEVES TTPOANTTIKEC Oepameiec.™

Amod v mhevpd g ONUOCLOG VYELNG, M0 TOAD GNUOVTIKY EQUPUOYT TNG
(QOPUOKOYOVISIOUATIKNG, €lvar M épevva mhveo oto Kanviopa. H dvvardomta va
alomomBovv Ta yoviStopatikd ogdopéva, »ote va. vrapéel eEoTopikevorn g
Oepanciog yio T dtokomn Tov Kamvicpatog, £xet VYA tpotepardtnta. Ta puéypt tdpa
OmOTEAECLOTO OO TIG LEAETEG OYETIKA e TN Bepameio LTOKATACTOONG LE VIKOTIVI KOt
Bovmpomidvn (eKAEKTIKOG OVAGTOAENS ETOVOTPOCANYNG KATEXOAAUVMV) KoL, Yépn GTO
ot ewwkéc ovotoryieg DNA eivar mAéov owbéoiueg, m mpoomtTikny Yoo o
eEatopkevpévn Bepaneio eivon mhéov mbovn. Ltoyog TV Oepaneidv avt®v o Tpénet
va glval TpAOTO 0 EVIOMIGUOG TOV ATOU®V PE LYNAN TOavOTNTO OVTATOKPIoNG OTN
Bepamneia, 0e0TEPOV VO TPOGOHIOPIOTEL 1] KATAAANAN SOCT) TOL POPUAKOL Yl TOV KAOE
acBevr| Kot TPiTov, M ATOTPOTY TOV AVETBVUNTOV EVEPYELDV 1| TAPEVEPYEIDV, LECH

™G aViyVeLoNS TOAHOPPISHOV 6ToL SOV Tov peTaBorilovy To @dppoio.®

Emiong, onpovtikéc TpoonTikég yp1ong TV YEVETIKOV dEG0UEVOV, ATOTEAOVY
TG0 0 EVTIOMIGUOG TMV ATOU®V TOV ERPAVIfOVV i YeVETIKN TpodidBeom e0iGpov 6T
VIKOTiVY, ®0TE Vo Toug Ttapacyedel Eykopa TPOANTTIKY aymyn, N aKOun Kol dAAov

gidovg mapépuPoon amd v mondikn nikio,®? 660 kot yevikodtepa, aTOH®Y IOV EYOVV

%8 Nebert, “Past Lessons, Future Directions,” 188.

% Rick Overkleeft et al., “Using Personal Genomic Data within Primary Care: A Bioinformatics
Approach to Pharmacogenomics,” Genes 11, no. 12 (2020): 1446,
https://doi.org/10.3390/genes11121443

80 Sean P. David, Marcus R. Munafs ka1 Robert T. Walton, «H ®appokoyovidiopatikh tov Efiopot ot
Nwotivn kot g Awaxonig tov Kanviopatog,» oto @oapuaxoyovidiwpotixy kot Hpwteivouotixy. To
Epyalieia e Elaropuxevuévneg latpixng, emy. Tedpylog Matpvog kot Zotnpioe Movkovpdia, EevoyA.
emy. Steven H.Y. Wong, Mark W. Linder kot Roland Valdes, Jr, ptop. Anuitpiog Xappdng (Abnva:
Exdooeig Iapioiavov A.E., 2010), 266.

&1 Ibid, 266.
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TOOVOTNTO VO VO TOEOLY UL VOGO, DGTE VAL ONUIovpyn0ovv Tpoypdupato TpdAnYNG,

E181K6L TPOGUPLOGUEVOL GTO YEVETIKO TPOPIA TOV 0TOp0v. %

Muwo GAAN TPOOTTIKY TNG QOPUOKOYOVISIOUOTIKNG &lval 1 KOTAAANAOTEPT
YPNOT TOV PLGIK®OV TPOIOVTMOV. To PLGIKA TPOIGVTA, KATA TN SLAPKELN TS AVOpOTIVIG
16TOplag, YPNOLOTOMONKAY OG EVOALAKTIKEG ADGELS Y10 TV AVTILETMONTIOT AGHEVELDV
Kot TopdAAnAa €xovv cuopfdiel og wovo Pabud, oty avamtuén tev chyypovev
QOPUAK®OV. AVTA TO QULOIKA TPOTOVTIN, CNUEPN 10 TEPICCOTEPO Oamd AALOTE,
OAmOTEAODV EAKVOTIKEG EVOALUKTIKEG AVCELS GE TOALEC TEPIMTMOGELS AVIIUETOTIONG M
TPOINYNG TaBoAOYIKOV Kotaotdoemv. [Tapd o uepyETIKA TOVG OMOTEAEGUATO, OEV
Aeimovuv o1 SLUGUEVEIG EMMTAOGELS TOVG AOY® TOV SOPOPETIKADV YEVETIKOV TPOPIA Ko
™G EMAKOAOVONG SLUPOPETIKNG POPLAKOSVVOLUIKNG KOl POPLOKOKIVITIKNG LETAED TmV
atopov. Me m @oppokoyovidiopatiky elvar dvvotd va amokeAveBovv kol va
Katavonfovv KaAvTEPO Ol uNyovicol dpdong Tovg, va TPocoloploToLV aKpIPESTEPL
ot 6TdY0L TOVG, Vo PeAtiwbel n docoroyio Tovg kot vo pelwBel 1 To&kdTNTA TOVC,

KaOIGTOVTOG T £T61 tia 0E10meTN EVOALOKTIKY 6TV Bepamevtikn gopétpa.®®

Ta mponyuéva poplakd SloyvooTIKA TECT UTOPEL VO, PEPOVV ETAVAGTACT OTN
S1éyvoon pag vosov.t To SuvnTikd kovmvikd dQeAoc amd TIC YOVISIOUOTIKEG LEAETEC
pmopet va givar moAd vynAo, av kol eEokolovdel va viomoteitoan. H extipnon tov
KIvoUVoL Yo pa vooo mov Paciletar oe gvpnpato DNA, ot poplakés «vomoypagéo» yo
v TPOYVOOT Kol Odyvwon Tov Kopkivov kot 1 emakolovdn Ogpomeio pe
YOVIOLOHOTIKTY KaBodnynom, kadg kot 1 emAoyn g KatdAANANG docoroyiag, stvar
HEPIKA HOVO OO T EMTEVYUATO GTOV TOUEN TNG €EOTOUIKEVUEVNG VYELOVOLIKNG
nepiBalymg, 1o Ta omoio. £xovv §ON cLUPAAEL o1 yeveTticéc TAnpoopiec.®® H mpoodog
TOV VEQV TEXVOAOYI®V, ovumepilopfavopéveov tov yovotdmwv SNP kot tov
HiKpoovotoioVv/Protoin, vimpée HeTald TV PACTKOV TopayOVI®V Y10 TV EQPOPLOYN

NG EATOUIKEVUEVIC 1OTPIKNG 0TV TTPAEN. O TPOGUPUOYEG TNG OOGOA0YI0G COUPDVA

82 R Meller, “Addressing Benefits, Risks and Consent in next Generation Sequencing Studies,” Journal
of Clinical Research & Bioethics 06, no. 06 (2015): 1, https://doi.org/10.4172/2155-9627.1000249

83 Tai Rao et al, “The Pharmacogenetics of Natural Products: A Pharmacokinetic and
Pharmacodynamic Perspective,” Pharmacological Research 146 (2019): 104283,
https://doi.org/10.1016/j.phrs.2019.104283.

64 Meller, “Next Generation Sequencing Studies,” 1.

8 Geoffrey S Ginsburg and F SWillard, “Genomic and personalized medicine: foundations and
applications,” Transational Research 154, no. 6 (Dec 2009):277-87,
https://doi.org/10.1016/j.trsl.2009.09.005
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LLE TO YOVOTLTO TOV 0GHEVOVS Y10l OPIGLEVO PAPLAKO KO KATNYOPIES PUPUAK®V, £XOVV
NON €QPOPUOCTEL OE GYETIKEG KAWVIKEG 0ONYiEC. XNV TPAYUOTIKOTNTO O TOPOG TOL
ypnuatodoteiton amd 1o Aebvég Ivotitovto Yyeiog (National Institutes of Health,
NIH), mov ovopdleton «Baon I'viboewv Gappakoyovidiwpotikng (PharmGKB)», eivat
APLEPOUEVOC OTNV EMUEAELN KO TN O1AO00T) TANPOPOPIDOV PUPUAKOYOVIOLMUOTIKNG
(PGX). Ot etikéteg QUpPUAK®V OV TEPIEXOVY YOVISIMUOTIKEG TANPOPOPIES EXOLV
eykpel and pvbuiotikég vanpecieg oe 6o tov KOcuo 6mws: o FDA twv HIIA, o
Evponaikog Opyoavicpoc dapudakmv (European Medical Association, EMA) kot m

Ynnpeoia Dappakevticdv kat lotpikdv Tvokevmv g lommviag.®

Ta dedopéva TOV OWKOVOHK®V NG vyeiog Oelyvouv OTL Ol avemBounteg
evépyeleg evogyetol va Kootilouv 6to choTnUe vyslovoukng tepiBoiyne tov HITA
¢og kar 30,1 OJwoekotoppvpro doAdpla emoing AdYy® avEnpéveov vooniimv,
TOPOTETAUEVOV  VOGOKOUEWK®MY VOONAELDV, TPOGHETOV KAVIKOV EPELVOV Kot
avénuévou  ko6otovg  gappokobBepameioc. MoOvo Yoo avTOUG TOLG AOYOLS 1
eCatopkevpuévn ovvtayoypaenon o mpémer vo Bewpeitar g Pacikn oTpoatnykn
pelmong tov KOGTOVG. XT0 EMIKEVIPO OLTNG TNG EENTOUIKELUEVNC TPOGEYYIONG
Bpioketot 0 APLOKOYOVISIOUOTIKOG EAEYYOG O OTOT0G eKTEAEITAL [ILOL POPA KO UTOPET
v TPOcPEPEL OPEAT Yo por {on. Mo GLGTNUATIKY OVOGKOTNON TOV UEAETAOV TOL
2016 mov dnuooctevdnke petacL Avyovotov 2010 kot Xemteufpiov 2014, n omoia
depevvnoe T oxEoN KOGTOVG/AMOTEAEGUOTIKOTNTOS TOV PUPUAKOYOVISIOUUTIKOV
TPOMITIKAOV eEeThoe®V, £d€1EE OTL TO 55% TV PEAETOV KATEANEAY GTO GUUTEPOGLLOL
OTL 01 JOKIUEG POPUAKOYOVIOUMUATIKNG NTOV OIKOVOUIKE arodoTikés, to 16% Ot 1
QOPLOKOYOVIOLOHOTIKT e€otkovopel kOGTOC, Kot To 13% OTL 1 OpLLOKOYOVIOUMUATIKT
NTav 1 KOPLOL TOPAUETPOS OTNV EEO0IKOVOUNOT] KOGTOVG ATOdIOOVTOS KAVIKA OQEA.
[Mopd to svpruota ™G HEAETNG OTL M QOPUAKOYOVISIOUATIKY €1Vl OWKOVOUKE
amod0TIKN 1 €£01KOVOLEL KOGTOG, OTIC TEPICCOTEPES TEPMTMOCELS OVOYVOPILOVLE TOVG
meploplopovg ko TG afePardtnreg ot oeg Tig peAétrec. H dvvatdttoag g
(QOPLOKOYOVISIMUATIKNG oTNV €£01KovOUNoN KOGTOVS pumopel var avaderydet katd v
ePapLoYn TS otV emAoyn Bepaneiog g peilovog katabAmtikng dtotapayng (MKA).
H MKA amoteAel pia v6G0o mov 1 €paproyr] TG QOPUOKOYOVIOIOUOTIKNG UTOPEL val

amodeigel v a&io ™S 060 APOPA TNV ATOTEAECUATIKOTNTO/KOGTOG, 1010UTEPMG EAV

% Primorac, “Pharmacogenomics at Precision Medicine,” 142.
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AaPet kKaveic vToOYN TIC TPEXOVOES OTPOUTNYIKES SOKIUEG/AAOOVE KATA TNV YOPNYNOT| TOV
eapudakov. H MKA minttet 16 exatoppdpla eviiikeg nAkiog 15-44 etov otic HITA
Kot lvar 1 kKoplo autio ovommpiog ToyKospuiong. Me ta Tp€yovto T0GOGTA EMTOANGILOV
12-20% g avBextikng KotdabAnyng petaéd OA®V TV KATOOMITIKOV acfevdy oTig
HITA, n oavBektikn ot Oepameion kotdOAyn pmopel va mapovoldcel €INGLO
TPOCTIOEUEVO KOWVOVIKO KOOTOG 29-48 dioekatopupvplo doAaplo, ovEAVOVTOS TO
ovvolkd kO66Tog TG MKA émg ko 106-108 Sioekatoppdpia dordpra. E&artiag g
TOAALOTAQGLOGTIKNG VOGS TOV GLVOST|POV KataoTdoewv, 1 MKA npofiénetat 011 Ha
EXeL TO PEYOADTEPO GYETIKO QopTio achévelng £wg to €tog 2030. Ynobétovtag 6t o1
OOKIUEG QOPUOKOYOVIOLOUOTIKNG KooTiCovv 2000 doAdpia, ot etnoleg mpoPAEyelg
e€okovounong kootovg eivor oxeddov 4000 dordpla avé acBeviy péow dwoyeiptong
PUPLAKOV [E PAPULOKOYOVISIOpaTIKY Kafodynon.®” Tlapd tov 6Tl o1 TEPIGCOTEPES
avaAvcels Bempodv OTL 01 SOKIUES €fval OIKOVOUIKA ATOd0TIKES, OTOV TO KOGTOG TMV
YEVETIKOV OOKIUADV gAoyloTomomOnke, Oev 0dNyNoav TAVIO O OAAAYEC OTIS
katevbovmpileg odnyieg M otig moltikée amolnuiowonc. Ilpdypat,, n Eilewyn
OTOJEIKTIKMV GTOXEI®MV Y1l TN GYE0T KOGTOVG-OMOTEAECUATIKOTNTAG KOl GUVETMG 1|
EMhenymn omolnuimong, £xel avayvoploTtel ¢ £va oNUAVTIKO eUmdO10 Yo TNV EPOPLOYN
TOV POPUAKOYEVETIK®V doKIL®V. Emopévmg, {ntuata 0rmg 1 amdd0on TG ETEVOLONS
Yl TO CLOTNMOTO VYEWOVOUIKNG mepiBoiyng kot n  amolnuimon petald tov
ACPOAIGTIKOV QOPEMV N IOIOTIKOV OCPOAIGTIKOV ETAPLAOV, Tapapévouy averiivta. H
oykoAoyia gival 1 WTPIKY| EWOKOTNTA TOV VIOOETEL TOXEMG TNV 1TPIKT YOVISUDUOTIKN
LE TO TEPLGGOTEPO HEYAAO KEVIPO KOPKIVOL VO avamTOCCOVV TPMOTOPOVAiEG
sEatopkevpéEVIG 1Tptknc. %8 Tty oykoloyia 1 V1IOETNON TS PAPHOKOYEVETIKAC NTOV
o ypNyopn, omg v UéPEL, EMEON 0 YEVETIKOG EAEYXOG OYKOL EMITPEMEL TOV OPIOUO
vroopddwv ashevmdv 6Tovg omoiovg 1 Bepaneia dev Ba eivar amotedespatiKy, 0€TovTag
€161 O6p1o oV gvpeia ypron axpiPodv Bepameidv. AvtiBeTa 01 POPLLOKOYOVIOUDUOTIKES
TopoALayEC mov evtomilovv acBeveic mov dwaTpEyovv Kivovvo Yoo avemBounteg
evépyeleg kotd ™ drdpxea g Oepaneiog pe Ta tahoardtepa @ONVOTEPA PAPIAKA, OTTWG
N Bapeapivn N 1 KAomdoypéAn, uropel va evtomicovy dropa mov o enweeAnbovv and

éva mo okpPd eappoko.® Yrmapyovv molld mapadsiypoto ot Sadikacio g

87 Primorac, “Pharmacogenomics at Precision Medicine,” 147.
8 Duffy, “Precision medicine,” 500.
8 Roden, “Pharmacogenomics, 529.
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VYEOVOIKNG TEPIBaAYNG TOV UTOPOVV VO SUCYEPAVOLY TNV EPUPUOYYT TNG KOl Vol
av&NGOVY TO OIKOVOLIKO KOGTOG TNG. O KATUKEPUATIOUEVOS XOPAKTHPAS AOYOL YA,
m¢ amolnuioong, 6cov agopd v vyswovokn mepiBaiyn otig HITA, amotelel
EUTO10 Y10 TNV EPOPLOYN TNG POPLOKOYOVISIOUATIKNG, AOY® TOL OTL TO OTOTEAEGLOTOL
TOV QOPLOKOYOVIOIOUOTIKOV EEETACEWV TOL AapPavoviol o€ pio Teployn, mlavov va
unv etvo draBéoipa edv o acBevig petakivnel oe d10popeTIKO TAPOYO VYELNG, GE AAAO

GUGTNLO, VYELOVOIKNC Tepifaiymc.’

H ocvppwvia pe o oppokoyovisioHoTiKE TEGT GVCYETIOTNKE e E£0TKOVOUNoN
™G PAPUAKEVTIKAG dambvng oe nhklopévoue acbeveic.”t Tmv EAlada o apOpdc
acBevov pe dvota, oopupavo, pe tov Iaykdéopo Opyaviepd Alzheimer, givor 200.000
KoL avopEveTan Vo, ovéndel, cOppova pe TV Taykocpo. téon. > H peimon tov k66Toug
070 L0 QOPLLOKOYOVISIOUATIKG oTOYELEVT Bepameio Bo e£0IKOVOUNGEL OIKOVOLKOVGS

TOPOVS OTOPAITNTOVG Y10 AAAEG KOWVOVIKES OVAYKEGS.

Kdtt dAro mov Ba cupPdirer oty eEowovounon ndépwv givar n duvatdtnta
e€opBoroylood TV KAMVIKOV OOKIUADV HE YOVOTOTOVG, TOL B emMTpEYEL GTOVG
EPELVNTEG VO Ol0oMGOVY QApuUaKke ov d0ev Bo pmopovoav vo gykplBovv Pdoet
SLVUPBATIKAOV HOVTEA®V EPELVNTIKOV doKu®V. Ddppake dNAadn TOv TPONYOLUEVOG
elyav amopprpbei, Ady® pn amodektoh T0G0GTON AVETBOUNT®V AVTIOPAGE®Y, GE TPO
(QOPUOKOYOVIOIOUOTIKNG  OoKIéS, OBa  mapovsidcovv  YounAdtepa  mOGOGTA
avemBOUNTOV  EVEPYEIDV HE 00NYO TO (QOPUOKOYOVIOLOUOTKA OTOTEAEGLOTO,
kafiotdvtag To €101 Ikavda Yo £ykpion. H pappoakoyovidiopatikn oev Ba mapdyet povo
KOAOTEPO QApuaKe, 0AAG Oa amopépel Kol LEYOADTEPT OMOTEAECUATIKOTNTO GTNV

KOTOVOUT TMV TOPOV Y10 TNV OVATTUEN TOV PapuiKoy.

Y& oLYKPIoN UE TOL GOVOLD OE00UEVOV Y10 cUVOETEC avBpomveg acBéveleg, Ta
(QOPUOKOYOVIOIMUOTIKA GUVOAN &ivar Atyotepo Ol00éciua, AOY® 1TNG UEWOUEVNG

ocvAloyng Octypatog DNA kot ™G avaykng yw mo AERTOUEPELS QOVOTLTIKES

0 Roden, “Pharmacogenomics, 530.

"1 Michael R Jablonski et al., “Economic Outcomes Following Combinatorial Pharmacogenomic Testing
for Elderly Psychiatric Patients,” Journal of Geriatric Psychiatry and Neurology 33, no. 6 (2019): 324,
https://doi.org/10.1177/0891988719892341

2 Evangelos Tsampalas et.al., “Cost of Dementia and the Relationship Between Stage of Dementia and
Cost of Care in Greece,” British Journal of Healthcare Management 26, no 6 (June 2020): 1-8,
https://doi.org/10.12968/bjhc.2019.0076

73 Rothstein, “Implications of pharmacogenomics,” 228.
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mnpogopisc.’ Ot cuykekpiLévec evasifelc GuGYETIONG EVOC YOVISIOV e VoL APLLAKO,
OTMG KOl TOL GLVOAMK(A ELVOIK( OIKOVOUIKE amoTEAEGHATO LETA ad aEloA0YN oY, Eivat
dvo Pacikés mapdpeTpor mov avadvovtal o¢ Oepelddelg mpobmobécel; mote va
vIapEel evupeio. VINBETNON UG POPUOKOYOVISIOUATIKNG €E6TAONG OTNV KAMVIKY

npaén.”

H goppokoyovidtopatikny pmopet va givatl €va woyvpd epyaieio mpofieymng,
aQEVOC TOV OVENUEVOV KIVOHVOV Kol TV aVETIOOUNTOV EVEPYELDV, APETEPOL TNG
LEIOUEVIG AmAVTNONC £VOG acOEVONC GTN QOPUAKEVLTIKY aymyn,’® aAld Oo ypetactel
Wduaitepn TPOGOYN OTNV ETAOYT TWV OUAO®V TOV Bal TAPOLY HEPOG G KAMVIKESG OOKLUES.
g OTL aPOPd AOTOV TIC KAMVIKEG LEAETEG-OOKIUES, EAV OVTEC OTOTEAOVVTOL OO LUKPES
ounades, vapyel o €ENG Kivouvog: evd ot KAMVIKEG SOKIHES Yevikd Ba umopovoay va
yvivouv Onvotepeg Ko taydTtEpPES, €0V OGTOGO amoteAovVToL omd WKPES OUAOES
aTOP®V (€£oVTag YIVEL L0 YOVOTUTIKY] OVOADGT) GTNV 0Py TNG KAWVIKNG LEAETNG) LE
TOUG 1010VG TOAVHOPPICUOVE GE Evav 1) TEPIGGOTEPOVS TOMOVG, APEVOC HEV Ol
TAnpoeopieg Ba eivor meplocoTEPES KO AemTopepéotepec, Ba vepEyovv dnAadT oe
TOGOTNTO KO TOWOTNTO GYETIKA LE pio KAVIKT OOKIUY| TOV YPTGLUOTOLEL (ol LEYOAN
OLLAdN OTOU®V, OPETEPOV OE, 1 LKPN OUAO eV EYEL TN OLVATOTNTA VO TPOGPEPEL TIG
TANPOPOPIES TOL £fvol ATAPOUITNTES Y10l TNV YEVETIKY] TOWKIAOUOPPIO TOV EVPVTEPOL
mAnBvopov, 10 Tdc dNradn Ba cvumeprpepbel avtd T0 EApHOKO e PEYAAO aplOuod
aTOU®V, ONUOLPYAOVTAS £TGL U0 TAAGUOTIKY €KOVO TOPEVEPYEWDV, AOY® TNG
pkpotepng yovidtokng mowkidioc. To péyxpt tdpa cvoppatikd poviédo pog mapeiye
TANPOPOPIES Yoo aVEMIBOUNTEG EVEPYEIEG O LEYAAVTEPA TUNLOTO TOV TANOLGHOD Kot
N mOavn TPOETILOYT ATOUMV, EVOEYOUEVAS LLE ELVOTKOVG YOVOTOTTOVS, MGTE VoL VTTAPEEL
pio BTKn amAvInon 6T QAPUOKEVTIKY] OVGI e EAGYIOTEG TAPEVEPYELES, TOUVOV VL

VTOLEITETON GE TANPOPOPIEC Y10l TOAVEC TAPEVEPYELES GTOV EVPVTEPO TANOVGUO.

"4 Meghan J. Chenoweth et al., “Global Pharmacogenomics within Precision Medicine: Challenges and
Opportunities,” Clinical Pharmacology & Therapeutics 107, no. 1 (2019): 59,
https://doi.org/10.1002/cpt.1664

Stavros Simeonidis et al., “Application of Economic Evaluation to Assess Feasibility for
Reimbursement of Genomic Testing as Part of Personalized Medicine Interventions,” Frontiers in
Pharmacology 10 (August 2019): 1, https://doi.org/10.3389/fphar.2019.00830

8 Dyson T Wake et al., “Pharmacogenomics: Prescribing Precisely,” Medical Clinics of North America
103, no 6 (2019):977, https://doi.org/10.1016/j.mcna.2019.07.002

7 Rothstein, “Implications of pharmacogenomics,” 228; M. Gabriela Alcade o1 Mark A. Rothstein,
«HOwd Znmuoto ot Qoapuaxoyovidiopatiky ‘Epevva,y oto  Dapuokxoyovidiwuotiky ko
Ipwreivouotnixy. To Epyoleio tne Elotourevuévng lotpixng, emy. T'edpyrog Tatpvog kot Zompio
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H ypron o6pog tov yeveTlkdv JOedouévav ¢ TPOPAETTIKOV TopdyovTa
UEALOVTIKOV «TTOOOAOYIKOV» KOTACTACE®V Oev £xel Hovo Oetikég mpoektdoels. H
npomTikn mopéppacn Oa umopovce TOAD €UKOAD, GUVETIKOLPOVUEVN OmO TNV,
adlapPIoPNTNTO, 1oYLPTN EVOEIEN TOV YEVETIKOV ded0UEVOV, VAL YivEL LOYAOS Yo TOV
TEPLOPICUO, TNV KOTATIEST] KOL TNV YEPAYDYNOT KATOIWV OTOU®Y. TN GUVEIONGT TOL
pHécov avBpdmov N EKPpact evog Yovidiov eivar oyeddv vopotedetakn. Eivarl kowvog
1610¢ OTL TO KATVIGHA, Ui eTPAAPNS cuvnBela yio To dtopo o eival e0GpéEVO otV
VIKOTiv), eTPapHVEL OIKOVOUIKE KOl TO KOWV®OVIKO GUVOLO, OTOV TAEOV KAVEL ELPOVELG
TIC OPVNTIKEG TOV GLVEMEIEC OTOV KOMVIOTYH, HECH TNG avENONEC dOmMAVAOV TOL
ovoTnuatog vyeiag yuo v mepiBaiyn tov. Ta yevetikd dedoUEVO GTO TOAVYOVIOHKA
VOGN LOTAL, 1O10HTEPA GE AVTA GTOL OTTOLN O1 EMYEVETIKOTL TAPAYOVTES EXOVV KOUP1KO pOAO
(QOVOTLTIKNG EKONA®ONG, Oa Tpémel va avTipetonilovTot e 1010iTEPO GKEMTIKIGUO O
OTL 0POpA T0 TOG0GTO TOL KABOOYNTIKOD TOVS POLOL GTIG TPOANTTIKEG TAPEUPAGELS
070 GTopO0. Méypt ooV oNeiov TO KOW®VIKO GUVOAO pmopel va TapépPet 6tov Tpdmo
ComMg Kamolov aTopov, Bempmdvtog (LE TIg EVOEIEEIS TOV YEVETIKMV TOV OVOADCE®MYV) OTL
avtdg o0 Tpdémog Ba emPapivel 6To PHEAAOV TO KOWVWOVIKO 6OVoA0; Edd vrolavOdvet
évtova 0 Kivouvog ypnotomoinong, Ue WOI0TEAEWN, TMV YEVETIKOV O£dOUEVOV Y10, TN

YEPOAYDYNOT KOL TOV GTIYHOTIGUO ATOUMV.

[ToAlol cvyypaeeig 1oyvpiotnkav Oti, n peyoAdTEPT avnovyio yoo Tnv Nk
deovtoroyio tng Omuociag vyelag elvar n dwtdnwon gOAOY®V AOY®V Yyl TOV
TEPLOPIGUO TNG ATOMKNG elevBepiag, ybptv TG TpomOnong g dnudcag vyeiag. O
Lalonde é0ece 1o Bepélo yioo owtiv v ovnovyia, Bewpoviag 6Tt 10 amdAvTOo
@ocoP1Kkd {tnuoa etvon €dv ko o€ mowo Pabud n kuPépvnon puropel va aoyoAndet pe
TNV TPOTOTOINGT TNG OVOPAOTIVIG GUUTEPLPOPES, OKOUN KOl OV TO KAVEL Yo TN
BeAtioon g vysioc.”® Edv afloloycovpe Tovg avOpdmovg pe Paon Ty mpdyvoon

TOV YOVIOUDUATOS TOVG CYETIKA e TNV LEAAOVTIKT] TOVG VYeia, Oa emavéLBovpe o Eva

MovkovBalra, Eevoyd. emyt. Steven H.Y. Wong, Mark W. Linder kot Roland Valdes, Jr, ptop. Anunitpilog
Xapparng (Adva: Exdooeig [Tapioidvov A.E., 2010), 24.

8 David R Buchanan, “Autonomy, Paternalism, and Justice: Ethical Priorities in Public

Health,” American Journal of Public Health 98, no. 1 (2008): 15,
https://doi.org/10.2105/ajph.2007.110361
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POTGIGHO TTOV giye dnuUovpynBet 610 TapeABOV KOTd TNV EREAVIOT ETONUAOV, OT®G M

yorépa 1 1 Aémpal, dTov Toug acbeveic Toug Bempodoav piopove.’?

H @appoakoyovidiopatikn exiong, eivor moAd mhavo va avENGEL TO POPTIO Yo
TN QOPUOKELTIKY Prounyavia, HEGH amd TNV OVAYKY TOPOYNS TEPIGGOTEP®V
TANPOPOPIAOV KOl TPOEISOTOUGEMV Y10, TOVS KIvdHVOLS TV VEmV mpoidvtav .8 H
CLVTPUTTIKY TAEWOYNPia ETIONG TOV 1WATPOV, TOL NON ACKOLV TNV WTPIKY], OV €lval
EKTTOOEVUEVOL GTIV YOVIOLOUOTIKT 1A TPIKT. AVTO ONUIOVPYEL TNV AVAYKT Y10 GUVEXT
WITPIKT EKTOIOEVOT, MOTE VO KOALPOOVV T LILAPYOVTO KEVA, YL TNV EYKLPOTNTA KO
TOV GUVEYMG SLEVPLUEVO POLO TNG YEVETIKA KaBOONYOVUEVNC XOPNYNONG PAPUAK®V.
Ta mpoypdupato omOLOOV TOV 1ATIPIKAOV GYOADV TPEMEL  omapoitnTo Vo
GUUTEPILEBOVY TH PUPLOKOYOVISIOUATIKY 6TV EKTaidevon Tov vémv watpdv.t To 61t
oL QopuoKoYeVeETIKOl €Agyyol elvar €AdyoTOL KOTOVONTOL OO TOVLS YLTPOVC,
OMOTVITAOVETOL GE Lo OvVTITPOS®TELTIKN épevva otig HITA og eBvikd emimedo, mov
dtevepynOnke pe ™ ovppetoyn neprocotépwv amd 10.000 yatpav. Movo to 10% amd
avToG, avépepe OTL AGOAVETOL ETOAPKMG EVIUEPOUEVO YO TIG QPOPUOKOYEVETIKEG
Sokipéc.82 H ypion Opoc Tov YEVETIKGOV SOKIHGOY mC dlayVOoTIKO EpYOAEio Kou 1
oLVTAYOYPAPTON PAPLAKOV BAGEL YEVETIKOV TANPOPOPLOV, B0l 0MOTEAEGEL GTO LEAAOV
T0 TPOTLTO TNG WTPIKNG TEPIBaAYNG TV 0cBevdv. Ot yiaTpol evOEYETOL VO LTOKEVTOL
o€ VOLUKT €000VN, €4V 01 YVDOELG TOVG GTI YEVETIKN OEV EMAPKOVV MGTE VO, EPUNVEDOVV
TOL OMOTEAEGLLOTOL TV QPOPLOKOYOVISIOHOTIKOV EEETAGEMV KO VO GLVTOYOYPUPOVV TNV
KATOAANATY oy@yn LE TN 6OGTH 60GOA0YIN KOt TOVTOYPOVE VO LTOPOVY VOl EKTIUGOVV
TIG aAMNAEmOpacElS Tov goapudkov. H mepiocdtepn yvoorn cuvibwg empépet kot
peyovtepn v0Hvn.8 Koveic Aourdv dev pmopel vo VIOEKTIUNGEL TNV GNHOGT0 TNG
EKTTAIOEVONG OTN QOPLOKOYEVETIKY], | OTOl0. GLYVE, SVOTLYADS UEXPL KOl TOPA, OEV
KOADTITETOL EMOPKMG GTA TOVETICTNUIOKA TPOYPALLLATO LOTPIKNG KOl OG €K TOVTOV

VIAPYEL emElyovoo avaykn yio. cvveylopevn ekmaidevon.®t H Snuovpyia evég

" @e0d60ng MMeheypivng, lazpirsi HOuchi (AORva: EAdnvucd Tpéppata, 2009), 75.

8 Rothstein, “Implications of pharmacogenomics,” 230.

81 Kapoor, “Role of pharmacogenetics health,” 1652.

82 eland E Hull, Lisa Soleymani Lehmann and Julie A Lynch, “Gene-Based Prescribing Is Here. Are
Providers Ready?,” The American Journal of Medicine 132, no. 9 (Sep 2019):10009,
https://doi.org/10.1016/j.amjmed.2019.02.036

8 Rothstein, “Implications of pharmacogenomics,” 230.

8  Andrea Gaedigk, “Pharmacogenetics: Chasing Perfection,” Clinical Pharmacology &
Therapeutics 106, no. 2 (2019): 269, https://doi.org/10.1002/cpt.1511

36


https://doi.org/10.1016/j.amjmed.2019.02.036
https://doi.org/10.1002/cpt.1511

VOO UEVOL S1KTHOL oL Bl amoTEAEITO OO epeLVNTEG, KAVIKOVG 10Tpovs, acBeveig
KO ETOYYEAUATIES OO TNV AKAOTLLOAKT KOWVOTNTA, TNV KVPEPYNOTN Kot TN Propmyovia
Ba av&ave apevog TNV TPOPOAT KOl OPETEPOV TN GVVAPELL TG PAPLOKOYOVIOIWUOTIKNAG
EVTOC TG EMGTHUOVIKIC KOVOTNTAC KOl THV EQUPHOYHC TS otV KAk mpdén.& H
(QOPUOKOYOVIOLOUOTIKY, EKTOC amd £€vol LEYOAO TUNUO TOV 10TPIKOD KOGHOL, &ivor
eMiong Ayvootn oxedov kol 6to gupv kowo. Elvor o e€edikevpévn e&€taon, mov
drpépet amod TIg PEYPL TP EEETAGELS TTOL VITOPAAAETOL 1] CUVTPUTTIKY TAELOYN QL0 TOV
acBevav. «Xpetdletor apke TpoomdeLa Yia T S1AG00T TN POPLOKOYOVIOUDLOTIKNG
TEXVOAOYIOG GTOVC 10TPOvC Kot 6To guph Kowon.3® TIpémer vo avomrtuyBei éva
OAOKANPOUEVO KAVIKO TAOIG10 Y10 va KalB0d1 YN OEL TOVS £pYALOUEVOVE GTOV TOUEN TNG
vyeiog, Toug aoBEVELS Kot TIG OIKOYEVEIEG TOVG, GYETIKA LE TN ONUOCIO TOV YEVETIKOV

sketboemv.’

[Topd v 0Aoéva Kot o OMOTEAEGLATIKY dtadikacio Epevvas Kot ovamTuéng,
To appoko pe Paon ™ eoppokoyovidtopatikny Ba gival (TovAdyiotov oty apyn)
akpid, AOY® ). TG OVAYKNG aVTIGTAOUIONG TOL KOGTOLG EMEVOVONG GE VEEC
teyvoroyies. H wavdtmra ovamtuéng eEE0IKELUEVOV  QOPUAK®OV TOL  TEMKA
gykpidnkoav yio pikpodtepovg mANBLG OGS Kot Oyt Yo YEVIKN Xpnomn, Ba Kataxkeppaticet
TV 0yopd PAPHOKEVTIKAOVY TPpoidvTav.B Te nedétn KOGTOVC-MOTELEGLOTIKOTNTAS TS
(QOPUOKOYOVIOLOUOTIKNG OTNV OVIETOTICN TNG KAPOYYEWONKNG VOGOV VTAPYOLV
VTOGTNPIKTIKA GTOLYElD OO T YEVETIKA OEOOUEVA Y10l TV OMOTEAEGUOTIKOTNTO TNG
KAOTO0YpEANG Kot NG Papeapivig, aAld ta otowyeia givar meproptopéva o GAAOVGS

GLVSLAGHOVC PapHaKOV-YoVidimy. s

Metd and dekaetieg avaKaAOWe®V, TO TEHIO TG PUPLAKOYEVETIKNG TEIVEL TPOG
™V KAWVIKY] €QOPLOYT, TAPEXOVTOS £TGL TOV aKpoymviaio Ao yio e€atopukevpévn

wtpkn. Ov €pevveg delyvouv TIG LYNAEG TPOCOOKIES TV YOTPOV KOl TOV

8 Meghan J. Chenoweth et al., “Global Pharmacogenomics within Precision Medicine: Challenges and
Opportunities,” Clinical ~ Pharmacology &  Therapeutics 107, no. 1 (2019): 58-61,
https://doi.org/10.1002/cpt.1664

8 David, «H ®appoxoyovidiopatikn Tov Ediopod,» 266.

87 Kapoor, “Role of pharmacogenetics health,» 1652.

8 Rothstein, “Implications of pharmacogenomics,” 228-31.

8 Ye Zhu et al., “Systematic Review of the Evidence on the Cost-Effectiveness of Pharmacogenomics-
Guided Treatment for Cardiovascular Diseases,” Genetics in Medicine no. 22 (October 2019): 480,
https://doi.org/10.1038/541436-019-0667-y
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QOPUOKOTOIDV Omd TN  QOPUOKOYEVETIKN TePEvovtag Otl, 1 ypnon ¢ Oa

KaBOSYNOEL TN GLVTAYOYPAPNON KoL TN YOpTYnon popudkwoy.*

H o@oppoxoyovidtopatikny etval 1o TUARo g KAVIKNG YOVIOIOUOTIKNG TOV
peAlovtikd mhavoroyeitan 6T Ba Exel evpeia EPAPLOYN KoL, GTO TEAKO TNG 0TAO10, Ha
agopd oyedov kdbe oacBevr). ‘Exer efehybel amd 10 apyikd otTholo NG
(OPUOKOYEVETIKNG e LEAETEC VTTOYNEI®Y YOVIBI®VY, TTOL GLYVA KOJIKOTOovV Evivpa
TOV GUUUETEYOLV OTO UETOSOMOUO QUPUAK®OV, OTN QUPLOKOYOVIOIWUOTIKY, TOV
TEPIAOUPAVEL TNV EQPAPLOYT TEYVIKOV TOV KAOIGTOUV duvaTh TN GAPMOOT) OAOKANPOL
TOV YOVISIOWUOTOG UE €vov aKplp] TPOTO, Yo TNV aviYVELOT] LOVO-VOUKAEOTIOIKMV
TOAVUOPPICUAOV KOl YOVISi®v, ovyvd ocuvifiotov yovidiev, Tov TPOKAAOVV
SLPOPETIKT OVTATOKPLOT| G PUPLAKELTIKN aymyN. Etot, dev umopet mAéov va vdpyet
apePBoAle  oxeTwkd pE TN KAWIKN  (PNOUOTNTA  OPICUEVOV  TTLUYOV  TNG

papuaxoyovidiopotikic.

% Overkleeft, “A Bioinformatics Approach to Pharmacogenomics,” 1444.
%1 Liewei Wang and Richard Weinshilboum, “Pharmacogenomics in Practice,” Clinical Pharmacology
& Therapeutics 106, no. 5 (2019): 936, https://doi.org/10.1002/cpt.1600
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Kepdhioro 2. Meyala oedopeva,

Meydho dedopéva Kot NAEKTPOVIKA apyeia vyeiog

Yrapyer n mpocdokion Ot o peydro dedopévo (Big Data) pmopodv vo
BeAtidoovv v vyelovoukn mepiBaiyn. AAAG T akpPdg givar ta peydia dedopéva
Kol ylati £xovv onuacio yio v wtpikn); Ta peydra dedopéva opilovtol cuyvd amd ta
tpia yapaktnpiotikd V: Tov 6yko (volume), v toydtnta (velocity), kot tnv mowkihio
(variety), to omoio. epg@avilovior ©€ 10TPIKA  OESOUEVAL. Mmopodue  va
KOTIYOPLOTOMGOVUE TIS EQOPUOYEG UEYAA®V Oedopévav o 00 OUGdEG: TIS
TAAOTEPEG TTPOGEYYIOELS avAAVONG KOl TIS veOTEPEG LEBOOOVG OV YPNGLOTOLOVV
pnyovikn pdonorn kot texvnt vonuoovvn. Ta peydho oedopéva pag divouvv
duvatodmto va mpoPodue oe  oyvpéc alohoynNoelg TG mowdTNTAG KOl TNG
OMOTEAECLOTIKOTNTAG TNG VYELOVOUIKNG TEPiBalync ko kKat’ enéktaon g Pertioong

™G 1wTpikhc epovtidag. %

Extog tov 0yKO (YopnTIKOTNTO TV OTOONKELTIKOV HECMV) TNV TONLTNTO
(Kotaypapng Tov 0ed0UEVOV) Kol TNV TOKIMa (eTepoyévela dedouévev ta omoia
TPOEPYOVTOL OO SLOPOPETIKES TNYEG) VAL TETAPTO YOPAKTNPIOTIKO €ivan 1 a&tomiotio
(moco caen kot akpPn sivar o dedopéva). H molvmiokdtnto tov dedopévev kot n
a&la Toug (eav mpdypatt Exovv a&io kot oukatoAoyeitoan 1 drdikacio amrodnkevong)

givan emiong Vo GAAEC TapdpeTpot Tov yapaktpilovy Ta peydia dedopéva.®®

[ToAV peydio eEatopukevpéva TPOYPAUUOTO LOTPIKNG TOL TEPIAAUPAVOLV
EKTETOUEVOLG YOVOTLTTOVG M/KOL  YOVIOIOUOTIKEG oAANAovyieg epapuolovtal oe
OAOKANPO TOV KOGHO. OpIoUEVA ETIKEVTPOVOVTOL GE HLEHOVOUEVES OGOEVEIES, KATOL0L
Ao éxovv guplTepn Pdomn oAAG  Oev mEPAAUPAVOLY TNV TKOVOTNTO EMGTPOPNG
OTOTEAEGUATMV Kol TEAOG LEPIKA ad avTd GYeddlovv 0AOKANPT TV aAAnlovyio TOv

YOVIOLOUOTOG LLE TNV EMOTPOPT) TOV ATOTEAECUATOV GTOVG CLUUETEXOVTEG KOl GTOVG

92 Nicholson W. Price, and I. Glenn Cohen, “Privacy in the Age of Medical Big Data,” Nature
Medicine 25, no. 1 (2019): 38, https://doi.org/10.1038/s41591-018-0272-7
9 Kovedkn, «EEatopikevpévn latpuch,» 89-102.
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apdyovg vyetovoukng mepiboiyme. To tedevtaio meptrouPavel to Genome England
oL 6ToYEVEL VO avahvoel £wg 5.000.000 oAdKANpa Yovididpata kot to TIpdypappa

tov HITA T'ia Olovg (All of Us) mov cuykevipdver 1.000.000 cvppstéyovreg.

Ta peydiao 0edopéva TVPOFOTNGAV L ETAVAGTOCT GTN PLOTATPIKY £PELVA Kot
omv vyswovokn mepiBolyn. Avt) n emavdotaorn otpiletor oty TPHOdo TOV
YNOLIKAOV TEYVOAOYUDY TOV UTOPOVV, 0PEVOS VAL TAPOKOAOVHOVV TN CLUTEPLPOPE TOV
ATOHOL G€ Eva TOAD peyaho Babud, cuALEYOVTOG Evay TEPACTIO OPLOLO OO ETEPOYEVN
TPOCMOTIKA OEGOUEVA KO, OPETEPOL £YOLV TNV IKOVOTNTA ATOONKEVLGNC, GUVOECTC Kl
avdAvong peydaov dykov dedopévmv. H peydin mowiia 6Toug TOTOVG TV 0E00UEVMV
OV GLAAEYOVTOL, GE GLUVOVACUO e TNV TPOOSO GTIC YNPLUKEG TEXVOAOYIEG, avolyouy
T0 OpoOUo Yo véeg mpooeyyioels omn Proiatpikn €psvva. H wrpikn axpiPeiog yo
napadetypo gival o TEToL €100VE TPOGEYYIoN, TOL Hog divel T duvatdTnTo Vo
Bertidoovpe TNV TPOANYM, T Sdryvaon kot 1 Oepomeia Tov acdevadv.® H avdivon
TEPACTIOV TOCOTNTOV OESOUEVOV (LEYAAN dESOUEVA) dNUIOVPYEL AVEL TPOTYOVUEVOD
EVKOLPIEG Y10 ATAVINGT CNUAVTIKOV EPOTHCEMV KAWVIKNG £pevvag. Ta dedopéva avtd
aQOPOVV EUTOPIKES EPEVVEG VYEIOVOMIKNG TePiBaAyNg Kot KuPepvntikés Pacelg
dedoUéEVMVY, HEGO KOWMVIKNG OKTVMONG, KIVNTEG GUOKEVLES, GLALOYEG PloAoyikmV
delypdtv Kot KAVIKE Kot yovistopotikd dedopéva. To dedopéva GuyKEVTPOVOVTOL
YPNYOPO Kot €OKOAM, UEPIKEG POPEG UEGM OLOETEPWV TEYVOAOYIOV OTMOS UNTPA®V,
HEC® KIWNTOV GLOKELMV, GLOTNUATOV MAEKTPOVIKGOV apyeiov vyelag 1, péow

dedopévav Kat PoAoyIKGVY SeryIATOV TOL GUALEYOVTOL Y10, GAAOVG GKomovc. %

Kotd ) dwdwacio Tov Bepaneuticod oyedioco, ot yiorpol Kot ot acOeveic
OVOKOADTTTOVV GLYVE OTL SLAPOPA ETEPOYEVT] GUVOLA dedopévav and d1dpopeg TnYEg,
Ommg TANPOPOpPies Yo TOV TPOTO (NG, OMOTELECUATO YEVETIKOV EEETACEMV, dOKIUES
QOPUAKOV Ko TANPoopieg omd Protpaneles, eivar cuvageic Kot vrofondntikég ot

My aropdacsnv.®’ Ot Protpdmslec, HTOPOHV VoL OPLGTOVY MG Ol SOPMUEVES GUANOYEC

% Roden, “Pharmacogenomics, 532.

% Fida K. Dankar, Marton Gergely, and Samar K. Dankar, “Informed Consent in Biomedical
Research,” Computational ~ and  Structural Biotechnology ~ Journal 17 (2019): 467,
https://doi.org/10.1016/j.csbj.2019.03.010

% Christine Grady et al., “Informed Consent,” Edited by Jeffrey M. Drazen et al., New England Journal
of Medicine 376, no. 9 (2017): 856, https://doi.org/10.1056/nejmral603773

% Amelia Fiske, Alena Buyx, and Barbara Prainsack, “Health Information Counselors: A New
Profession for the Age of Big Data,” Academic Medicine94, no. 1 (2019): 37,
https://doi.org/10.1097/ACM.0000000000002395
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BloAOYIK®V OEYHATOV Kol OUOEWDDV dESOUEVDV, TOV OToONKEHOVTOL Y10 TOVG GKOTOVG
NG TOPOVGOS KOl UEAAOVTIKNG £PEVVOG, TAPEYOVTIOG W0 GNUOVTIKY Bdon yio )
YOVIOLOUOTIKY Kot TNV e€atopukevpévn wtpikr. H mpododog twv mAnpo@opikdv
CLOTNUATOV, OT®G KOl Ol TAATQOPUES GVUVOECTG OEOOUEVMV, £XOVV  EVIGYVOEL
ONUOVTIKA TG OLVATOTNTEG TV BloTponel®V GYETIKA e TOV EVTOTIGUO PLOOEIKTOV Kot
v avantuén Bepaneidv. O Protpanelec ouvnBmg oteydlovtal | cuvoéovrtal gite e
AKOONUOTKA  1oTpkd  €pgLVNTIKA 1 KVPepynTikd  1Opvuate, €ite  UTOPLUKONS
opyavIcHOVG, Omw¢ etaipeieg Proteyvoroyiog M @oapuakeLTiKES eToupeiec. Oho kot
TEPLGGOTEPO, WGTOGO, 01 ProTpdmeles yivovtal HEPOS TV BVIKAOV 1 d1eBvaV dikTH®V,
YEYOVOG OV EVIOYVEL GE PEYAAO BoBUO TNV ETGTNUOVIKY TOVG dOvoUn Kot epPErela

KO GUVETAOC TNV IKAVOTNTE TOVG VoL Tapdyouy af1dloya omotedéopata.®

M. onUOVTIKY €QOPULOYN TNG TEXVOAOYIOG OTNV KAWIKN TPk givol to
niektpovikd opyeio, 0t NAEKTPOVIKOL PAKEAOL TV acBEVAV, TOV divovv T duvatdTnTo
amofnkevong peyaiov apBpod dedopévav Kot S1evKoAvvovy TV TTPOcPacn GTo
TPIKO 1GTOPIKO TOL 0GHEVOVS KaL TO ATPIKA TOL dedOUEVA, 00OV £XOVV TO dIKOIMLLOL
xpons tovg. o ekatovrddeg ypoOvia Ol EmOyYEAUATIEG TOVL 1OTPIKOV TOUEN
drtnpovoay kot apketol cuveyilovv va dwatnpodv, Ta apyeia twv achevdv Tovg o€

ypamti poper}. E&v kétt dev fitav ypappévo, frav cov va pn cuvépn.

‘Eva. nAektpovikd apyeio vyeiog (HER) sivar éva apyeio tov wotpikdv
dedopévov evoc acBevoig (cuumepthapfavouévov Tov 10TOPIKOV, TNG PUGIKNG
e&étaong, tov eetdocwv kol TG Bepanciag) oe ynowokn popen. Ot yorpol kot Ta
vocokopeia epapprolovy oLoéva Kot TEPIocOTEPO TO NAEKTPOVIKS apyeio vyeiag, Aoy
TOV TAEOVEKTNUATMV TOL GYETIKA LE TO TOPASOGIOKO 16TOPLKO. To nAekTpovikd apyeio
avéavel v mpdsPacrn oV LYEOVOUIKN TEPIBaAYT, BEATUOVEL TNV TOWOTNTO TNG
nepiBalymg kot peidvel 1o k6otog. To niektpovikd apyeio vyelag etvoar to gpyoreio
OV VILOGYETOL VO TOPEYEL TNV TAATEOPLLOL OTO TNV OTOL0 LTTOPOVV VO TOPEXOVTAL VEES

LELTOVPYiEC Ko VEEC LIINPEGiEg Yo Tovg acOeveic. 1%

% Wendy Lipworth et al., “Public Trust and Global Biobank Networks,” BMC Medical Ethics 21, no. 1
(2020), https://doi.org/10.1186/s12910-020-00515-0

9 StuWilli, “Who Owns Patient Medical Records?,” Journal of Urgent Care Medicine, March 27, 2017:
1, https://www.jucm.com/owns-patient-medical-records/

10 Nayer Jamshed et al., “Ethical Issues in Electronic Health Records: A General
Overview,” Perspectives in Clinical Research 6, no. 2 (2015): 73, https://doi.org/10.4103/2229-
3485.153997.
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Eniong, ta nAextpovikd apyeio vysiog eivor kaboplotikng onuacioc yo tnv
KMVIKN epappoyn g tpikng axpieioc. [IpopAénetal 0Tt 6T0, O)L KO TOAD LOKPIVO,
puéAlov, koBmg Ba yiver mAPNG KAVIKY] eVOOUATOOT OAOV TOV OEOOUEVOV TTOL
a@opovV Tov KaOe acbevn, To NAEKTPOVIKA apyeia vyeiag Ba yivouv eiovikd cOvvepQ
dedOUEVOV, OV TEPIEXOLY dloekaTOppDpLo onueio dedopévav (datapoints) yio kébe
acBevi. Oa ypnoipomombovv eniong yoo TNV amodNKELON TOV TANPOPOPLOV TOV
oLAAEYOVTOL OO MAEKTPOVIKEG GLOKEVEG TPOCMOTIKNG  TOPAKOAOVONONG, TOL
avanmtOooovTol, €l TOv ToPOVTOG, OTO TAGICIO TOV OVAOLOUEVOL TOUEN TNG
ouvdedepévng vyeiac.l% O poppaKoyEVETIKES TANPOPOPIES EVOOUOTOVOVTOL OLOEVQL
KOl TEPLOGOTEPO OTA MAEKTPOVIKA apyeion vYelog TOV 0oOeEVOV KOl Ol YEVETIKEG
mAnpogopieg Bewpoldvtar €va onuovtikd ovotatikd otoyeio g OepamevTikng
amdpoonc.1%? Tta nhektpovikd apysia vysiog Oo evoopUTOOODY pE TOV KOO Eva
peydaro mAn0og TANpoopdV Tov agopolv Tov kb acBevn. Ilpdoeata avomtoydnke
Kol ONUOGLELONKE £€val EMKVPOUEVO EPMTNUATOAOYIO OIKOYEVELNKOD 1GTOPLKOV, TO
omoio B umopovoe va CLUPAAEL GTNV EVOOUATOGN TMOV YEVETIKMOV TATPOPOPLOV GTO
NAEKTPOVIKO apyeio vyeiog, KAVOVTOG TG AUECH AELITOVPYIKES TIG AUEGH O1OECIIEG
YEVETIKEG YVAOOELS OTNV KOUOMUEPIVI] TPOUKTIKY KOl TNV KAWVIKY €pguva, BeATidvovtag
Kot cvvémela ™V tatpikny mepifadyn.l% H cviloyn kar M Stayeipion evég 1660
nePImAOKOL GLVOLOL gTEPOYEVOV dedopévav Ba pmopovoe va dikatodoynOel povo v
T 0EOOUEVO LITOPOVV va Olatnpn oV Yo peydAec mep1dO0vG Kat va ypnoiorom oy
o€ MOAMMOTAES LEAETES Y10l SLOPOPETIKOVG EPELVNTIKOVS GKOTOVG. Emiong Ba mpémet va
VILAPYEL M SLVATOTNTO VO KOWVOTOOUVTOL EVPEWS GE AAAOVS £PELVNTES. AVTO OUMG,

dnuiovpyel (NTARATE OYETIKA PE TO amdppNTO Kot TV Nokn. 1%

Ot yatpol emKov@vobv cLYVA LLE TOVG VOLIKOVS GUUBOVAOVS Yo TO TS VoL
SLYELPIOTOVV TIG OUTHOELS TOV 0CHEVAV CYETIKA LE TIG TANPOQOPIES TOV TEPIEXOVTOL
oto wTpkd Toug apyeio. H eEEMEN ¢ vopobesiog yio v mpootacio Tov dedopuévav

otV AyyMa giyxe o¢ anotédecpa ot acHeveic va £xovv vYnAEC Tpocdokieg yio to Baduod

101 Duffy, “Precision medicine,” 495.

102 Richard M Weinshilboum and Wang L, “Pharmacogenomics: Precision Medicine and Drug
Response,” Mayo Clinic Proceedings 92, no. 11 (Nov 2017):1711,
https://doi.org/10.1016/j.mayocp.2017.09.001

103 Overkleeft, “A Bioinformatics Approach to Pharmacogenomics,” 1445.

104 Dankar, “Informed Consent in Biomedical Research,” 467,
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gELEYYOV OV UTOPOVY VL OOKHGOVV £l TV dedopévav Toug,'® kat cduemve pe ™
vopoBeaia tov I'evikod Kavoviopov [pootacio Acdopévaov (GDPR) ot acBeveig £yovv
10 dwoaiopa vo {ntioovv dopbwon 1 daypoen TPAYUOTIKOV OVOKPPEIDV GTO

apysio. 1%

Iotopikd ta dTopa €xovv v memoifnomn OTL TPAYUATIKA TOVS OVIKOLV T
0 TPIKa Tovg dedopéva. Eivar o cuvnong dmoym 41t o1t TANpopopiec Tov apopovv Eva
dtopo givar EDAOYO Vo aviiKovV 6€ aVTO. 20TOG0 o1 WTpoi Exovv emiong TpocPaoct o
éva pueyaho aplfpod tov 0edopévmy vyeiag Tov acevolc, ETELON £T01 TEKUNPLOVOVV TIG
Oepaneieg mov epapudotkay otov acbevn kot Tig e€etdoelg mov {nTHOnkoav Kot
YPNOLOTOONKAV Y10 VO KOTAANEOLY 0T S1dyvmGN Hog VOGOL, 1] Y10 VoL 0TOKAEIGOVV
o GAAN. Me v mépodo tov ypdvov, M emikpatodcoa dmoyn Nrov Ot 0 achevig
Katéyel TG mAnpoopieg, oAl ot emayyeApoties Tov wTpKoy Topéd, 10taiTEPA Ol

ywTpot, karéxovy to apyeio. %’

‘Evog amd toug KOplovg 6TOY0ovs TNG UNYovoYpPAeNoNs TV WTPIKAOV opYEimv
etvar va vdpéer n dvvatdTa va evebovv o1 vnpecieg vyeiag yio Tovg achevels, £Tot
®ote Ta apyeio TV acbevodv va pmopovdv va Tovg akoAovBodv 6ov Kt oV TAvVE Kot
OLVETTAC, VO HEWWOOVV Ol KaBLGTEPNOELG Kot Ol KIVOLVOL KATd TNV S1dyvmor Kot T
Oepameio Kor Kot’ eméktaon To AAON Kot TO owKovopkd koctog. To apyeia
VYEOVOMIKNG TePiBaAyYNG omobnkedovtol 0A0EVe Kol TEPIGGOTEPO MNAEKTPOVIKA,
yeyovog mov OMpovpynoe T amoapaitnteg mpoimobEcEl; MOTE Vo UTOpovV Vol
10000V gvKoAa. 26T060 OTTMG Paivetal and T TpocPateg e&ehilels, avtd dev eivan

apketd. 108

Ta tpio kKUpLOTEPO EUTOOIAL APOPOVY TPAOTOV TNV TPOSPAGIUOTNTA GTO apyEia
(to va yvopilovpe mov Bpiokovior Kot vo €govpe duvatdTNTo TPOSPacNg o€ avTd),
dgvTEPOV TN O1ATNPNON TG WIOTIKOTNTOS (TO va dtacparilovpe Tt LdVo OGOL EYOvV
™V €£0VG1000TNOT TOV acBeEVOVG Pmopovdv va Eyovv TpdcPacn kot va eEaydyovv

TANPOPOpieg amd avtd ta apyein) Kol TPITOV TN S1CPAAICT] TN AEITOLPYIKOTNTOG TV

105 www.medicalprotection.org, “When a Patient Wants to Amend Their Medical Records,” n.d.
Accessed July 21, 2021, https://www.medicalprotection.org/uk/articles/when-a-patient-wants-to-
amend-their-medical-records.

106 |bid, 1-3.

197 Dankar, “Informed Consent in Biomedical Research,” 463-64.

108 Roderick Neame, “Effective Sharing of Records and Maintaining Privacy,” Online Journal of
Public Health Informatics 5, no. 2 (2013): 1, https://doi.org/10.5210/0jphi.v5i2.4344
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dapotpoouévov mAnpoeoptdv (to va dacearilovue 0Tl Ta apyeioc pwwopodv va
SLLOPACTOVY YMPIG avTippnon omd ToV KATOYO OVAUESH GE TAATQEOPUES, YOPIg
aAAOoyn] TOL VONLOTOG KOt OTL 1) 0BEVTIKOTNTA TOVG Ko 1) a&loTIoTior TOVG UTOPOvV Vo
amoderyBovv). TIpopavmg, vrdpyel povo éva meptBAAAOV KATAAANAO YioL [0, TOGO
evpela kowvomoinon, o Ilaykoouog Iotdc, emopévog ovtdoc Oa eivor kot m
emkovaviaky Paon.t%® T Teppovia £xst ynewotel and 1o 2015, evd ekkpepel M
EPAPLLOYT TOV, VO TPOTOHTLTTO NAEKTPOVIKO apyeio TANpopopldv vyeiag wov PacileTon
otov lo10, emrpémovtog otov acbevn va puBuilet o 110G TV avTaAdoyn TANPOPOPIOV
v Tic avdykec e mepiBaiyng. Ot acbevelg eumiotevoviol Katapyds, TNV W0Ea TOV
TPOTOTLTOL NAEKTPOVIKOD 0OPYEIOL TANPOPOPIOV LYelog OAAG ot yiotpol &ivon
TEPLGGOTEPO OKEMTIKOT Ko popdlovior TiC avnovyieg TOuG Yol TOUG KLVOUVOLG
Tapofioons TOV aToPPNTOL TOV SESOUEVOV KOl TIC IKOVOTNTEG TOV NAIKIOUEVOV 1] TOV

OTOHMV e PEIOMEVT tKavoTTa va Storxetpilovton Staductvokd apysio.

O topéag g PromAnpogopikng (N ovamtuén pebddwv kol epyadreinv
AOYIOUIKOV Y0l TNV KOTOVONOoT PlOAOYIKOV JEO0UEVMV) TEIVEL VO YPNOULOTOLEL UN
UNYOVICTIKEG  TPOoEYYicels poviehomoinong Pdost dedopévov, yio va  Kavet
npoPréyelc. QotdcG0, 10 TEdio TG padnuatikig povtelomoinong (n meptypagn evog
GLGTNLOTOG TTOV XPNGILOTTOLEL Lo UATIKEG EVVOLEG KOl YADGGA) YPTOLUOTOLEL Kupimg
TPOGEYYIGEIS UNYAVICTIKNG LOVIEAOTOINOTG Y1 VO KAVEL TPOPAEYELS KOl 1) EPAPLOYN
AVTAOV TOV TPOcEYYiceEmV o€ Plodoyikd cuotiata £xel cupPel oe peydio Babud oto
nedio g Proroyiag cvotnudtov Q6TOGO, dNUOVPYOVVTOL VTOAOYICTIKE LaONUATIKA
HOVTEAQ Yo TNV TTPOPAEYT TOL TPOTOV dPACTC KOl TV OmoKpicewv oTig Oepameieg
(SrTapoyés) Oxt uovo oe poplokd emimedo, oAAG oe Oha to emimedo PlOAOYIKNG
0pYEvVOONG, GCUUTEPIAAUPOVOUEVOV TV LOPLOKDV, YOVIOIIK®Y PUOUIGTIKGOV SIKTOH®V,
00V LETAY®YNG ONLLATOG KOl LETAROAMKADV SIKTV®V, TANOVGLOV KLTTAPOV, I0TAOV Kot
HOVTEA®Y  OAOKANPOL opyavicpov. H  Prominpopopikny Bewpeiton  moryKoopimg
avamTdOoTOoTO PEPOS NG WTPKNG akpPeiag. 261000, OPIGUEVOL VITOGTNPIKTEG TNG
wTptkng okpipeiog vmoompilovv OTL M UNYAVICTIK HOONUOTIKY HovTELOTOiNoT

Boroyik®v ocvotudtov eivor emiong Bepelddng amoitmon, eved Aot degv

109 Ibid, 1..

110 Regina Poss-Doering et al., “Utilizing a Prototype Patient-Controlled Electronic Health Record in
Germany: Qualitative Analysis of User-Reported Perceptions and Perspectives,” JMIR Formative
Research 2, no. 2 (2018): 1, https://doi.org/10.2196/10411
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nepAapBavouy KabOAOL TN UNYOVIGTIKT LoONUOTIKN LOVTEAOTOINGCT GTOV OPIGUO TNG

wpkig oxpPeiag. it

To poviéAO OLOTNUIKNAG €mOMTEIOG OmOUTEL 1OYLPOTEPOVS  UNYAVICUOVS
EMONTEIOG, TOV GTOYEVOVV GTOV TPOGOVOTOAICUO KoL TNV TOPOKOAOVON G EPELVITIKDV
dpacTNPOTHTOV. £2G €K TOVTOL 0 UNYavicuds enonteiag Oa Tpémet va drotnpel nOucovg
eAEYYOVG, KB’ OAN TN S1dpKeLn TOV dpacTNPLOTHTOV OES0UEVAOV (GLALOYT KOl YP1IoN
dedopévamv) Kot vo KatevBhvel TIC dpacTnploOTNTES TOV EPELVMOV Y10, TNV VYEIN GE

KOWOVIKG BELATA TOV TPOGELKDOVY TO KOO evdtapépov.t?

Meydho dedOUEVA KO POPLLOKOYOVIOLMULOTIKT

To @dppoko axpiPeiag £xel Tov andtepo 610%0, Kb BepamevTiKy aymyn vo
Touplélel akpPadg pe 1o YeVETIKO TPOeiA Tov acbevoug. Katd ta televtaio xpovia n
LEAETT) TNG YEVETIKNG EVIGYVONKE e TEXVOAOYIES QLY UNG, TTOVL LaG 0dNyoVV o€ Pabvtepn

KOTOVONGT TG OYESTC HETAED YEVETIKNG TaPOALOYC Kot avOpdmvng vyeiag. !

H npdopatn abénomn tov froiatptkdv IANpo@opidv GYETIKA LLE TOVG LOPLUKOVG
YOPOKTNPIGUOVS ACHEVEIDV KOl YNUK®OV EVOCEMV OlEVKOALVE o vEd €moyN
avVOKGALYNG  QOPUAK®V, HEGH VLTOAOYICTIK®V TpoPAéyewv. Avoidoviag TS,
eykexpipéves omd tov Opyaviopd Tpooinmv kot Gapudkev tov HITA (FDA), evooeig
Yo TV avakdAoyn véov Bepanentikdv evoeifemv pmopel kaveig va aglomomoet tov
TEPACTIO OYKO €PELVOG KOl OVOKOAOWE®MY oL £yovv MO OoAoKANpwOel kol va
TOPOKAUYEL TOAAE GTAdL0L OTTO T TOPAOOCIOKT) SLodKaGio avaTTLENG PapuaKkwv. Evd
VILAPYOVY TOALES KOVOTOLEG GTPATNYIKES Yo VoL emtevyOel peimon Tov KOGTOVG Kot
va BertioBodv o TOGOoTA emtuyiog o OYEON LE TNV TOPAOOGLOKY OOIKOGT0

avVOKGALYNG QOPUAK®OV, O ETAVATPOGOIOPIGUOS POPUAKEVTIKOV OVCIOV ival pio

111 Duffy, “Precision medicine,” 497.

112 Dankar, “Informed Consent in Biomedical Research,” 471.

113 Susanne B. Haga, “Pharmacogenomic Testing in Pediatrics: Navigating the Ethical, Social, and
Legal Challenges,” Pharmacogenomics and Personalized Medicine 12 (2019): 273-85,
https://doi.org/10.2147/pgpm.s179172
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Blrooyn kot dwapkmg e&eMoocdpevn néBodog pe amodederypévo mheovektnuoto. o
TOPAOELY LD, O1 TOPAOOGIUKES OLUOIKOGIES AVAKAALYNG POPULAK®OV OlapKOVV KOTh LECO
6po amd 12 g 16 xpovia amd v Evapén Tov SOKIUOV HaG 0VGiag £mG TV £YKpion
™G Kol TNV KuKAo@opio TG otnv ayopd Kot kootilovv katd péco 6po éva £mg 600
SloEKATOUUVPLO SOAAPL, EVD UTOPEL Vo YIVEL ETTLYNG EMAVAKVKAOQOPTIL QapUAK®Y
(ne AN €vdelgn) oe AyotepO ad TO MGL TOL ¥PSVoL (6 ¥pdvia KaTd HEGO OPO) LE

0 £vaL TETOPTO TOV KOGTOVG (TEpimov 300 skatoppvpra Soldpior). 1

To k6GTOG YO0 TN ONUIOLPYIO YEVETIKOV OE00UEVOV GLVEXILEL VO LEUDVETAL,
0ALG TO KOGTOG ATOONKEVOTG KOl OVIAVONG OVTAV TOV OEOOUEVOV OV LEUDVETOL
avaroywd. Toé6co 10 mapamdve kdGTog, 0G0 1 dvoKoAio mpocsPactudtnTag TV
dedopévov, amotelody onpovTiK TPOKANGN Y10 TV Tpd0do TC 1Tpikyg axpiBeiog. 1t
‘Eva péco yuo TV avTIHETOMION TOV SVOYEPEIDOV TNG AVAALONG TOV HEYAAOL OYKOV
dedopévev  gtvar M ekmaidevon evOC cvveyxds avEavopevov  aplfpol  atdp®v,

edikevpévov ot Prominpogopiki. Lo

H goppoxoyovidiopatikn etvor pio facikn Taplpetpog e eEATOUIKELUEVNG
wtpkne. Ot yevetkég mAnpogopieg petdvovv v mlavotta TV ovembountmv
EVEPYELMV  €VOG  QOPUAKOL Kol  Ttoutoéypova  Pedtiovouv  Tn  Oepamevtikn
arotedeopotikotnTo. Me Vv avantuén g texvoAioyiog Oa ypewaotel Opmg va
emtAvBovv kamoto TpoPAnuata: tdg Oa agtomomBodv avtd Ta dedopéva 6TV KAVIKN
TPOKTIKN Kol TAG Oa avartuyBodv KaAdTEPU TPOYVMOSTIKA LOVTEAD Y100 TNV TPOPAEYN

10V Kivdvvov. 1’

H emrvyio g e€atopkevpévng 1atpikng Kot 1 onpovpyio fAce@v 000UEVOV
HEYAANG KAMpOoKOG €E0PTMOVIOL ONUOVTIKA omd TN OLAAOYIKN Kot €0EAOVTIKN
GLUUETOYN, TOGO TV acBevdv, 060 Kol TOV VYOV TOATOV. Eved ta 0@éAn mov Oa
TpoKOYouv and avtéc Tig Pdoelg dedopévov pmopel vo glval akOun AyvooTto Kot
acan, ovtifeta opiopéva amd to TPoPANUOTA TOV £YEIPOVV TETOW GLAAOYIKE £pya
glval oM ToAD Gae1: N TPOSTAGia TNG WOIOTIKNG LONG KOl TWV YEVETIKOV 0EO0UEVOV,

N BN ™G AvVTOALOYN G 0EO0UEV®V, O OVTIKTUTTOG TOL UTTOPEL VaL £XOVV GTNV ACPAALOT

114 Benjamin S. Glicksberg et al., “Leveraging Big Data to Transform Drug Discovery,” Methods in
Molecular Biology (2019): 92, https://doi.org/10.1007/978-1-4939-9089-4 6

115 Duffy, “Precision Medicine,” 498

116 Duffy, “Precision Medicine,” 498.

117 Primorac, “Pharmacogenomics at Precision Medicine,” 141.
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VYELNG Ko 01 YUYOALOYIKEG EMITTAOCELS Y10 TOVG GUUUETEYOVTES KOl TOVG GLYYEVEIC TOVC,
gdv TpokOyEl ¢ svpnua OTL Exovv £vav YeveTikd mapdyovto kvdvvov.t® H
eCatopkevpuévn wTptkn ypetaletal amapoitnta  peYaAes PACELS OEOOUEVOV Yo VOl
UTOPEGEL VAL KOTOVONGEL TNV TEPITAOKT AELITOVPYI TOV aVOPDTIVOL YOVISUDLOTOG KO
TOV TPOTEDUATOC, OUMOG 1| GVAAOYN OEOOUEVOV GE LEYAAT KAILOKA, Y®pic TN cuvern
e€étoon avTtdV TOV NOIKOV, KOWVOVIKGOV Kol VORIKOV (ntnudtov, Bo ntav avevbovn

Kot mOavodg avtirapaywyter. o

H owbeoypomra orokAnpopéveov PAcewv Oe00UEVOV YOVIOIOUATIKNAG, M
YVOGT TOL GLVOLAGHOD YOVISIOL-PAPUAKOL GE GUVAPTNON LE TN OVVOUN TOV LEYAAWDY
dedopévmv kot g, o€ PBabog, avdivong, uropel va S1EVKOAVVEL TV avATTLEN VEDV
EPELVAOV POPLOKOYOVISIOUATIKNG, Y10 TOV EVIOTIGUO PapUiK®V Ta ortoia oyetilovton
ONUOVTIKA HE yovidla TOv @EPOVV UETOAAAEES Kol Tapovotdlovy OlPopéG GTO

TnOvopo. 1%

Tepbotieg moodTNTEG 0£d0UEVOV KATAYPAPOVTOL TOKTIKE GTNV VYELOVOUIKN
nepiBodlyn g péPog g dadtkaciog tpikng mepiBoiyng tov acbevov. Ymdpyovv
OMUOVTIKES EVKOLPIEG Y10 YPTION VTDV TV dEGOUEVMV KO Y10 AAAOVS GKOTOVG, TOAAOL
amd Tovg omoiovg, Oa cuvEBaAlav ot dNUovPYia EVOG GULCTHUATOS LABNoNG Yo TV

vyeio. 12!

H o&lomoinon tov yevetikmv dedopévav sivar pua Pactkn mapdpeTtpog mov
odMYel otV avakdivyn vEOV YVOGEMY KOl GTNV KOLVOTOWUIN TV EPUPUOYDV, KOODG
KOL TV ETOVOYPNGLOTOINGT dEG0UEVOV KOl YVOGEMVY atd TNV KOWOTNTO LEGA OO TN
Sradcacio dnpocisvong.?? Ta amoteléopota TG KOANC dtoreiplong dedopévov sivar
NAEKTPOVIKEG OMNUOGIEVCELS DYNANG TOOTNTOG, TOV OEVKOADVOLY TNV OVOKOALYT,

a&loAOYNOT KOl ETOVOYPTCLUOTOINGCT TOVG GE UETUYEVESTEPEG UEAETEC. AVTO TOL

118 Tan Vincent McGonigle, “The Collective Nature of Personalized Medicine,” Genetics Research 98
(2016): 2, https://doi.org/10.1017/s0016672315000270

119 McGonigle, “Personalized Medicine,” 2.

120 Maulana Bachtiar et al., “Towards Precision Medicine: Interrogating the Human Genome to Identify
Drug Pathways Associated with Potentially Functional, Population-Differentiated Polymorphisms,” The
Pharmacogenomics Journal 19, no. 6 (2019): 523, https://doi.org/10.1038/s41397-019-0096-y.

121 Robert A Verheij et al., “Possible Sources of Bias in Primary Care Electronic Health Record Data
Use and Reuse,” Journal of Medical Internet Research20, no. 5 (2018): 1,
https://doi.org/10.2196/jmir.9134.

122 Mark D. Wilkinson et al., “The FAIR Guiding Principles for Scientific Data Management and
Stewardship,” Scientific Data 3, no. 1 (2016): 2, https://doi.org/10.1038/sdata.2016.18
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OLVIOTA WOTOGO KOATN dtayeipion dedopévmv gival, o peydio Pabuod, anpocdtdploto
KOl YEVIKA a@NVETOL G OmOPACT] GTOV KATOYXO T®V OEGOUEVOV 1] TOV NAEKTPOVIKO
aroBetnpiov. [eprypdopovtal técoepelg OePeMMIELS OPYES TOV YPNGYLOTOLOVVTOL Y10l
va kafodnynoovv 6covg mopdyovy Kot potpalovrol dedopéva, cupPdiloviag £tot
otV TANPN o&lomoinon Kol avAmTLEn TOV CUYYXPOVEOV ETICTNUOVIKOV YNOLUKOV
eK06GemV. AVTEC Ot apyéc elval: Ta dEdOUEVE VO LLITOPOVV VOL EVTOTIGTOVV EVKOAM, VO,
etvar TpooPacita, va vdpyel dvvatdtta Tpdsfacng pe TOAALODS TPOTOLG Kol Vo
pmopovV va. emavaypnotporomovy.t? Otav ta yevetkd dedopéva cuAAEyovTal pe
TPOTO L€ TOV OTO10 UTopovV va exavaypnoiporombodv (m.y., epapuolovtag Tig apyég
Findable, Accessible, Interoperable, Reusable (FAIR)) givon Gueca dwabéoio otov
arorteital. O UTopovGAE Y10, TAPASEIYIA Vo dPAGOVIE YPNYOPO, OLKOVOUIKE Kot
OTOTEAEGUOTIKG MG ATAVTNON GE KOTUGTAGELS EKTOKTNG AVAYKNG Yo T dNUOGLa LYElD,
6mmg n mavdnuio covid-19. Eav eiyav 11on dnuovpyndel yevetikd dedopéva yio évay
acBevn| (Le KatdAANAN cvuykotdBeon Kot mpobmobicelg TpOGRacNG TOV UTOPOLY VO
a&oroynBodv avtopata) o PTOpoVsE VO GUGYETIGTOVY LE EVKOAID TOL TPOCOTIKA
dedopéva Tov atdpov katd Ty €kbeon tov otov 10 Covid-19, pe v perétn tov
YEVETIKOV TOV YOPUKTNPLOTIKMV, LE GUYKEKPIUEVO YOPOKTNPLOTIKG TOV YOVISIOUATOG

TOV 100, KOBMG KAl LE TIC GUVETELEC Y10. THV VYEio. TOL et T Oepomeio. 2

Ot amoutnoeglg yio kown ypnomn oedopévav avEdvovtal kot Oyl Lovo yio T
dtevkoAvvon g épevvac. Ot emotnuoves KOAOLVTOL OAO KOl TEPIGGOTEPO VL
popalovior to OedOUEVOL TOVG YO VO EMTPEYOLV TNV OVOTOPAY®YN KOl TNV
emaAnfevon G HEAETNG KOU Vo GLUUHOPP®OOVV HE TOLG KOVOVEG TOL HEGOL
onpocievong. Opiopéveg opoomovolakéc vimpeoieg otig HITA vmoyped®vovy v Ko
xpion  Oedopévov  mov  mapdyovior 1] XPNCLOTOOVVIOL E  OLOGTOVOLOKT|

YpuaTodoTnon. 2

H xown yxpnon 7mpocomkdv YOVISIOUATIKOV O0EOOUEVOY  dnuUovpyel
OMUOVTIKES OVIOLYIES GYETIKA [LE TO OTOPPTO KOl TNV AGPAAEL, AOY® TNG LOVAOIKNG
QUONG TOV YOVIOLOUATIKOV OEO0UEVOV TTOL TEPLEXOLY OVAYVOPLOTIKA TOL KAO1GTOOV

TNV TANPN OTO-TOVTOTOINGT TOV dEOOUEVOV SVGKOAN av Oyl advvatn. Emmiéov, ta

123 Wilkinson, “The FAIR Guiding Principles,” 5.
124 OQverkleeft, “A Bioinformatics Approach to Pharmacogenomics,” 1444,
125 Dankar, “Informed Consent in Biomedical Research,” 468.
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YOVIOLOUOTIKA O€O0UEVE, UTOPOVV VO OTOKOADWOLV €val €upy GAGHO gvaicOnTmv
OEOOUEVOV GYETIKA LLE TNV VYELX KO TN UM VYEL, GYETIKA LE TOL ATOMOL KO TO, LEAT) TNG
owoyéveldg tovg. o mopdderypo oe po peAETn mov oavoAvel omAdtumovg Y-
YPOUOGOUATOG Holl HE TO GLVOVACUO OEOOUEVOV OO YEVEOAOYIKE UNTP®O, Ol
ePELVNTEC  UmOpecay  vo.  TPOPAEYOLY  TOL  EMOVLHO  OPIOUEVOV  OVAOVOU®V
GUUETEXOVTOV 6TO GOVOLo dedopévav.r?® H 1p6odoc oTic PomANpopopikéc TEXVIKEC
Kol Ol 1oYLPEG LIOAOYIOTIKEG HEBodOL Yoo T ovAloyn kol eaymyn ProAoywkd
ONUOVTIKOV TANPOPOPLOV amd GOVOAN OEOUEVOV Yovidudpatog cuppadifovv pe
avtv v €kpnén dedopévov. Kabmbg n xpriion PorAnpopopikdv texvik®v yiveTol To
KOWN oOTnNV KAWVIKY €peuva KOl Ol YEVETIKEG KOl YOVIOLOUATIKEG TANPOPOPIES
evoopatovovtal oto apyeio vyelag tov acBevov, n 1oY0VG QVTOV TOV TEYVIKOV
avéavetal. Avt| eivar poe KAooikn ypnon tov Meydlov Agdopévov, Omov ta
YOVIOIOUOTIKG OEO0UEVE GLVOELOVTAL e TANPOPOPies vYeiog Yo T Onovpyio mo
TPONYHEVOVY Kal EEEISTKEVUEVMY TATPOPOPIDV VYELOC Y10 £VOV PLEHOVOUEVO a.60sVN. 127
[Tpoxeyévovr Aomdv va OWKOSOUT|COVUE IO AETTOUEPT] YVAOON YO TO T®G TO
YOVIOLIOHOTIKG TTpoPik emmpedlovv v evaiwstncioa oe ddeopeg VOGOLS Kot
(QOPUOKEVTIKES OVTIOPACELS, TPEMEL VAL AVOADGOVUE HEYAAN GUVOAQ YOVIOI®ULOTIKMV
dedopévov. Térown oOvora dedopévev pmopodv va  dnuovpynbdovdv kot va
ta&vounfovv péca amd PeEYAAN TOAVKEVIPIKA £PYOL 1) UE TNV KON YPNOT OESOUEV®V.
O otdy0¢, miom amd TV KON Xpnon 0EO0UEVMV, Elval V. LEYIGTOTOGEL TIG YVDOGELS
oV amokTHONKaY ard o dedopuévn pedétn. Ta dedopéva amd Eva GUYKEKPUEVO EPYO
umopet va etvan ypioua kot o GAAa oyeTikd £pyo.t?® EmmAéov, pe Ty ko xpion
OEdOUEVOV, 01 EPEVVNTEG LITOPOVV VAL GUVIVACOLV dEOUEVA, OVEAVOVTOS EVOEYOUEVAS
N OOVOUN Hog cLYKEKPIEVNG neAétne. H ko ypnon dedopévov eivar onuovTikn
OtV TOAVKEVIPIKEG €peuves Ompovpyodv oedopéva. O kowds YePopds TV

SeS0UEVOV KaL TOL TPOTLTAL SESOUEVOV ETITPETOVY TNV EVAPUOVIOT TMV TOpmV.L2

ATO TEXVIKNG TAEVPAS, Ol TEXVOAOYIES Y10 TOV TPOGIOPIGUO aAANAOLYIOG Kot

TNV amoONKeEVOT AVOPOTIVOV YOVISIOUOTIKAOV OEGOUEVOV QPEVOS KOL Y10, TNV OVOAVOT

126 Eman Ahmed, and Mahsa Shabani, “DNA Data Marketplace: An Analysis of the Ethical Concerns
Regarding the Participation of the Individuals,” Frontiers in Genetics 10 (2019): 3,
https://doi.org/10.3389/fgene.2019.01107

127 Meller, “Next Generation Sequencing Studies,” 2.

128 Meller, “Next Generation Sequencing Studies,” 2.

129 Meller, “Next Generation Sequencing Studies,” 2.

49


https://doi.org/10.3389/fgene.2019.01107

YEVETIKOV TANPOPOPLOV OPETEPOV, av&dvovtal kabnuepvd o taydTNTO KOl 16%D.
Avtég ot TeYVOLOYIKEG €EEMEEIC MOTOGO, OMAITOVV KOTAAANAN OlokvBEpvnon Kat
TOMTIKEG Oe0VTOAOYinG, £TOL (MOTE TO GTOMO KOL Ol OUAOEG VO UTOPOVV v
EVILEPDOVOVTOL ETOPKMG Y10l TO, KAOE POPEL, dLoKVPEV A KO VAL TPOGTOTEVOVY OVAAOYOL
TN YEVETIKN TOVLG TOVTOTNTO. AAAG OLTO TOV ATOTEAEL L0 OUAVTIKY TPOKANGN Ko
onNUavTIKO NOKd (TN 6TV VATTLEN EEATOUIKEVUEVOV LLTPIKMV LOVTEA®YV, VoL 1)
dnpovpyia BAcewv SeS0UEVOV TOL GLVOLALOVLY YEVETIKA KOl POVOTVTIKG dedopéva,

T omoial 6& avTd To oNpeio Bewpovvrar evaicOnTa dedopéva. 3

AAeg Epevveg £xouv delEet OTL 01 VEEG YEVIEG YIOTPDV OV s vVOVTOL ETAPKADS
TPOETOLUAGHUEVOL Y10l TN KALVIKT EQPOPLOYT TOV HUEYOAMV SEOOUEVMV. ZVYKEKPLUEVA Ol
QOUNTES WTPIKNG €YOLV EKOPACEL OioONUO OVOCEAAEING KOl OVETAPKEWS GTNV
wKavomTd tovg vo gpapuolovv To gupnuate peYOAmv dedopévav  Ommg T
yovidlopatiky oty kKAviky mepifaiym.t3 Yro 1o npiopa avtdv tov ototyesiov, pia
TPOGEYYION Y10 TV OVTILETMOTIOT] TOV TPOKANCEDV TNG EVOMUATMONG TG EXOTHUNG
dedopévev oty otpikn, Oa frav éva véo emdyyelio, o GOUBOLAOG TANPOPOPIDOV
vyelag, o omoiog Ba evompatwbel apyikd oTov TOHEN TG AKAONUOTKTG LOTPIKTG Kot
apyoTepa Kol oe GAleg €dwOTTEC. 'Eva amd ta mAeovektipote Tov cuufovimv
TANPOoPopLOV vyeiog Bo NTav N KavdTTA TOVg Vo petagpdlovy ) chvleTn YA®GoH
TOV 0£50UEVOV GE KATOVONTEG Kol EVEPYEG TANPOPOPIES, TOGO Y10, Y1TPOVS OGO Kot Yol
acBeveic. Evepydvtog oav pio GOUBOVAEDTIKT OUAO EUTELPOYVOUOVOV GE L0 KAVIKY|
€0IKOTNTO, Oa TPOGPEPOLV TNV EMOYYEAUATIKY] TOLG EKTIUNGN GYETIKG e OAQ TO
Inmpoata epunveiag tov dedopévev Tov achevov otovg Bepdmovteg wtpovg Kot Ha
emPAémovy moAhoVG acBeveic mg LEPOG Tov POpTOL epyaciag Tovs. H mposhnikm tov
SLUBOVAOL TANPOPOPLOY VYELOG GTNV OUAON TV EMAYYEALATIOV LYEinG Ba pmopovoe
eniong va cvpuPdirer oty peioon TV AaBOV KaTd TNV KAWVIKN TPAEN mopEyovTog
Kpion Pondeio 6TOVG Y1OTPOVG MGTE VO, TOPAUEIVOLY TANPWOG EVILEPOUEVOL Y10, VEEG
OOKIUEG, €peLVNTIKEG UeEAETES, Tpoypaupato ocdopévov. H  appodtdotnta Ttov
SLUPOVAOL TANPOPOPLDOV VYEING, 0V Kol TOPOLOLNG LOPPNG LE EKEIVI TOVL YEVETIKOD
cuppodrov, Ba NTav gvpdtepn, kKabdS ot cHuPovrol TANpoPopLdV VYeiag Ba HTov

érootl va Bondncovv tovg acBeveic va alohoyncovy v a&lomioTio (oG ERTOPIK

130 McGonigle, “Genomic Research,” 1.
131 Fiske, “Health Information Counselors,” 39.
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dwbéoung e&étaonc, va a&loloynoovv Tig emAoYEG Bepameiog, 1 va cvykpivouv
TANPOPOPIES amd TNYEC 6TO O1UOTKTVO e EKEIVEC TTOL TOVE TTAPEYEL O YLUTPOC TOVS KOl

VO, ATAVTUEL GE EPOTNGELS OV deV EivVOL LOVO YEVETIKYG pvong.t3

T.N. alyopiBuot. Evbovn kot mpoektdoelg

2V emoyn| TG TAOVGLOG GE OEOOUEVA 1ATPIKNG, amd Evav avEavouevo apiud
topév g avBpomivng Cong eEdyovian dedopéva tor omoio YPNOLLOTOOVVTOL Yol

GKOTOVC VYELOVOLIKTC Tepifatymc. 3

Av kol M KMVIK  €QOpUOYN TNG QOPLOKOYOVIOIOUOTIKNG oonyel o€
eCOTOLKEVUEVT] 1OTPIKT], 1) OTTOlo PEATIOVEL TNV OMOTEAEGUOTIKOTNTO, TNV OCOAAEL
KO TN GY£01] KOOTOLG-OMOTELECUATOG TOV OEPOUTELDV, TAPOLO AVTE VTLAPYOVY APKETA
EUTOOI0. TOL OTTOloL €YOVV EMPPASVVEL TNV EKTETAUEV] EQOPUOYN TNG OTNV KAWVIKN
npaén. H teyvoloyla mAnpopopidv kot 1 arolniimon tov KOGTOvS TPoGdlopicTNKAY
o¢ 1o Pacwd eundd. H ovcwiotik Abon mov aeopd v tEXVOAOYin TV
TANPOPOPLOV Elval 1 KOTOOKELT OGPOAOVS Kol KOTAAANANG LITOJOUNG TEXVOLOYIOG

TANPOPOPIAOV, LIE EVODOUATOUEVO, GUGTAHLATA VTOSTAPLENS KAMVIKGV amopdoemy. 3

Tnv tekevtoio dekoetio apketés mPOTOPOVAIEG VROGTAPIENG UTPIKAOV
AmOPAcEDY, OTMC 1 TEYVNTN VONUOCLVY, 1 HNYOVIK Haddnom, 1M o YvOoTIKOG
VTOAOYIOHOG, £X0VV TPOGEAKVGEL TO evdlapEpov. 'Eva and ta epyoireia eivar o IBM

Watson ywr v oykoroyia (cvvtopoypaeio Watson). O Watson ypnowonotel tv

132 1bid, 39.

133 Amelia Fiske, Barbara Prainsack, and Alena Buyx, “Data Work: Meaning-Making in the Era of Data-
Rich Medicine,” Journal of Medical Internet Research2l, no. 7 (2019): el11672,
https://doi.org/10.2196/11672

134 Michelle E. Klein, Md Masud Parvez and Jae-Gook Shin, “Clinical Implementation of
Pharmacogenomics for Personalized Precision Medicine: Barriers and Solutions,” Journal of
Pharmaceutical Sciences 106, no. 9 (2017): 2368, https://doi.org/10.1016/].xphs.2017.04.051
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enefepyacia TG UOIKNG YADOGGOS Yia va e€aydyel dedopuéva amd eAedBepo Keipevo

W0TPIKGV opysiov kot vo emAéEet Bepameiec amd TG Kotvég odnyiec.t*°

Ta cvotnuaTo WTPIKNG Emiong, elval évag vEog Kol avadLOUEVOS TOUENS TOV
a&lomolel TOAVTAOKO VTOAOYIOTIKG €pyoieio Yo TV avdmtuln e£atopikevUEvVmV
a&10A0YNoEMY TOL KIVOHVOL vOonong Kot emloydv Bepaneiag. H wtpikny cvotnudtov
EMOLOKEL Vo BEATIOGEL TV O1dyvmoT, TNV TPpOYVeo™ Kot TiG emloyég Bepaneiog. H
glooymyn tov peydlwov dsdopévov (Big Data) £xel apyioet vo amattel vEovg TOTOVG
0TPOV Kot PloioTpik®dv eMeTNUOVOV 01 0mtoiot yvopilovv kot yepilovion pe gvyépeio
TIG GUYYPOVEG VLTOAOYIOTIKEG EMICTNUEG Yoo TNV emefepyacio kol TV ovaivon
TEPAOTIOV TOGOTHTOV TANPoeoptdv.t3® O yuarpoi kataféilovy kabe Svvaty
TPOooTAdEln Vo TAPEXOVY DVYNANG TOLOTNTOG TEKUNPLOUEVT WOTPIKT GpovTioa e o
T1G TEAEVTAIEG EMOTNUOVIKEG YVAGELS, OAAG vt TOAD OVGKOAO 0 1 TPOG Vo cupPadicet
pe v av&ovopevn tocotnTo 10TPIkng PAMoYpagiog o€ GUVOLAGUO LE TIC YPOVIKES
amoTIoElS TG Kadnuepvng @povtidag tov acbevav. Ta NMAEKTPOVIKA GLGTHOTH
VTOGTNPIENG KAWVIKAOV OmopAGE®Y UTopoLV vo. fondncovv 6Ty avVIIETOTICN CVTOV
TOV TPOKANTIKOV (NTIHOITOC, GV TO choTNUa elval og BEom va kpivel Kot va Guvoyicet
™ Oowléoyun wrpky Piprloypoaeio Kot vo OMHOVPYNoEL TPOSOMIKES GLUPOVAES
Oepaneiag pe Paon emomuovikd otoyeio. Ta ymeuakd epyodeic vIooTHPIENG
amoQace®V meplopupavouy, 1660 amilovg aAyopifuove, OT®MG dtoypAUUATO POTG Kot
JéVTpa amoPAceE®mV, 0G0 Kol MO TEPITAOKO GUGTIUATO, TOL YPNGLLOTOOVV TEXVNTNA
vonuoovvn yw Vv mopoyn eEoTopikevpévey Begpameidv, pe To TEAELTOiN Vo
Bempodval 6Tt PEATIOVOLY TOAD TEPIGGOTEPO TV ATOS0GT TOL KAvikoD tatpov.ts” H
OMOTEAECUOTIKY] EVOOUATOON TNG (POPLOKOYOVISIOUOTIKYG VTOCTNPIENS KAWVIK®V
amopdaocewv (Clinical Decision Support, CDS) oto nAektpovikd apyeio vyeiog pmopei
VO OVTILETOTIGEL OPKETA OO TO EUTOIO EQAPUOYNG TNG POPULAKOYOVIOLWLATIKTG,
CLUTEPIAOUPOVOUEVOD TOV UEYAAOL OYKOL T®V (PUPHOKOYOVIOIOUOUTIKOV KAWVIKOV
YVOOE®V, TG afAvotng QUoNG TOV (QPUPUOKOYEVETIKAOV OTOTEAECUATOV KOl TNV

epunveia TV TOATAOK®V YEVETIKOV omotelecpdtov. Tdco to mabntikd, 660 Kot 10

135 Lotte Keikes et al., “The First Steps in the Evaluation of a ‘Black-Box’ Decision Support Tool: A
Protocol and Feasibility Study for the Evaluation of Watson for Oncology,” Journal of Clinical and
Translational Research 3, no. 3 (2018): 412,
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC6412599/#idm140354787370192title

136 Kurnat-Thoma, “Educational and Ethical Considerations,” 59.

137 Keikes, “Evaluation of a ‘Black-Box’ tool,” 411-23.
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EVEPYNTIKO GUGTNIA KAVIKOV OTOPACEWDY, TOPEXEL TANPOPOPIEG G KAVIKOVS 10TpOVG,
01 070101 UTOPOVV VA YPNGLLOTOUCOVV TO PUPLAKOYOVIOIWUATIKE OEGOUEVO KATA TV
GoKNoN TNG KAMVIKAG 10TPIKAC, Yo TV PeATicTomoinon e wrpikic mepifaiymc.t* Ta
CDSS avtimpocmomenovy o LETATOTION TOPASELYLOTOG GTNV VYEIOVOULKN TTepiBaiym
onuepa. To cvotnua VTOGTAPIENG KAWVIKOV ATOPACE®DY YPNCLOTOLEITAL GNIUEPA YO
va Bondnoel tovg KAvikobg otn odvOetn dladikacio Ayng amoedcemv. Metd v
TPMOTN ¥PNoN Tov, ot dekaeTia Tov 1980, yvopioe paydaio eEEMEN. Eivat éva cuotnua
VITOGTAPIENG KAMVIKOV OTOQACE®V TOL OMOCKOTEL o1 Peitioon ¢ Tapoyns
VYELOVOLUKN G TEPIOAAYNC EVIGYVOVTOG TIG LUTPIKES ATTOPACELS LLE GTOYEVUEVESG KAVIKEG
TANPOPOPIES Yo TOV 0oOeV] KOl AALEC YEVIKOTEPES LOTPIKES TANPOPOPIEG YLOoL TV

vyeio. 1%

Onog €yet extyunBel amd xopd, otov topén g PlomAnpoPopikng, eivat
ONUOVTIKO TO AOYIGUIKO VoL elvat LAMKO TPog TO ¥PNoTN. AVTO 1oyOEL WLTEPA Y10l TO
eappako oxkpiPeiog, O6mov avapéveror OTL 0 ypNoTNg mMOavov va pnv  elval
EKTOOEVUEVOG VITOAOYIOTIKA. AKOUN KOl OTIS TEPUITAOGELS OOV 1| ovOALGT YiveTan
Ao €101KOVG, 1 AVIAVCT TOV EPAPULOYDOV TPETEL VO, oXeOALETOL e PLMKEG TTPOG TO
YPNOTN APYES KOl VO EPUNVEVETAL OO TOVS KAVIKOVS 10TpoVs mov Ba otnpifouv Tig
Oepanevticég amoeacels. 'Epevveg kot mponyovpeva mopadeiypoto Katéde&ov O0tL ot
ouvBeteg TEXVOLOYiES, OTMG etvan avapevouevo, viofetovvral pe Bpadvtepo pvOud. o
vo KatamoAepn el avtd, ot epapproyEg TpEmel, Ol Lovo va etvan akpiPeig, ahld emiong

VoL gfvan E0YPIOTEC KOl TPOGPAGLES Ot TO 10TPLkd TPocOTd. 40

Extog and v eknaidevon oty wrptky] akpiPeiog 1ov LeEAAOVTIKOV 10Tp®V, 0L
oLYYpOvol KAMviKol wTpol Kol €pELVNTEG, TOL EUMAEKOVTOL OTN OdyvmdON Kot TN
Oepaneio acBevelidv, Bo amouticovv peyodvtepn efoikeimon He TIG O1OOIKAGIES
EVOOUATOONG O0OUEVMVY, TN HOVTEAOTOINGM Kol TN PlOTANPOQOPIKY|, OCTE Vo
UTOPECOVY VO TOL. EVOMOUOTOCOLV GTNV €PYNCio TOLG. ¢ €K TOVTOL GTOXEVOLV GE
TPOYPAULOTO CLVEXOVS 1ATPIKNG eKmaidcvons. Evd opiopévol vrootpiktésg g

WTPIKNG aKpifelog TaooovTal VIEP TG EVEOUATMONG TPOYVAOOTIKOV TPOCEYYIGEDV

138 Kevin J. Hicks et al. “Clinical Decision Support,” 1967.
139 Reed T. Sutton et al., “An Overview of Clinical Decision Support Systems: Benefits, Risks, and
Strategies for Success,” Npj Digital Medicine 3, no. 1 (2020): 1, https://doi.org/10.1038/s41746-020-

0221-y.
140 Duffy, “Precision Medicine,” 500.
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HOVTELOTTOINGNG OTIG GLVNOELS SLUYVMOOTIKES KO TPOYVIOCTIKES TPUKTIKES TOV KAIVIKMV
TPOV, GAAOL TPOTEIVOLVY TN dNUIoLPYiO EVOG VEOL TOHTTOL EMAYYEALOTIOL GTOV TOUEN TNG

VYEOVOLIKTC TEPIBoAYMC Yo T Stacpalion TS BEATIOTNG xpriong ToV Texvoroyihv. 14

H évodog tmv peletdv -OmICS Kot TG AETTOUEPOVS SIEPEHVNONG TOL TEAELTALO
YPOVIOL ONULOVPYNOE TEPLGGOTEPQ dEOUEVA, TV OTolmV N epunveia amortel pebddovg
TEPOL OO TNV AVTIANY TOV TOPASOGLOKADV GTATICTIKMOV TEXVIKMV. Mo LeydAn 16pon
and dedouéva mov oyeTIloVTol HE CUUTTOUOTO VOG®VY, Ol0yVOGOTIKOVS Plodeikteg,
QOPUOKEVTIKEG Oepomeieg, kol avemBOuNTeG evEPYELES, £XEL ONUOVPYNOEL, HE TNV
népodo Tov Ypovov, Pacelg peydimv dedopévev. Emopévmg, vmapyetl o mpopovig
avayKn Yo TAAT@OPUES TOL VTTOGTNPILOVTOL OO TEYVITH VONUOGUVY, Ol OTTOLES EXOVV
N SVVATOTNTO TPDOTOV VAL AVOKOADWOVV TANPOPOPIES GE ETEPOYEVT] GUVOAL KALVIKMOV
dedopévmV Yo n BEATiOON TG GLVOMKNG PPOVTIONG TV 0GHEVOV Kat, OEVTEPOV VL
eEacparicovv pa mo ypryopn dwdyvoon. H okéyn kot ot péBodor Bdcet dedopévav
Kot ta dtktva Ba Stadpapaticovv kpicyo poro oty KabiEpwon g eoToKeLUEVNS
vyelovopkng mepiBaiyng. Ta peydro dedopéva ta. omoia opilovior g oTtoryeio
TANPOPOPLOV UEYOAOV OYKOV, DYNANG TayDTNTOS, VYNANG TotKiAiag Kot alomoTtiog,
OTTOLTOVV OKOVOULKG OTOO0TIKES KOl KOVOTOUES LOPQES EMECEPYAGIOG TANPOPOPLDV,
Yo BEATIOUEVN TPOYVIOOTIKT IKOVOTNTO Kot ARy amo@dcemv. H ioyvpn cuyydvevon
HeTa&l pHeydrAmv 6ed0UEVOV aVAADOTG KOl QOPLOKOYOVISIOUOTIK®OV eEeTdoemy Ba pag
EMTPEYEL VO AVOADCOLUE, VO  KOTAYPAWOLLE, VO Ol0POPOTOU|GOVIE KOl VO
YPNOULOTOGOVLE TOPAYOVTIEG TOV GLUPAAAOVY GTNV AVTATOKPIoT VO AcBevoVg Ge
eappoka. H teyvnt) vonuoovivn epappoletol otadlokd o 014popous ETIGTNHOVIKOVS
topeig ko n Proiatpikn dev Ba pumopovoe va amoteAel e&aipeorn. H epappoyn g
TEYVNTNG VONLLOGUVTG TTOPOVGLALEL LEYAAO EVOLOPEPOV Y10 TNV AVAKAAVYT) QOPUAK®V,
TG KMVIKEG OOKIUES, TN OWdyveoT, TNV OmEKOVIOT] KOlL TO GULVOAIKO GUGTNLO
vyeovouikng mepifaiyng. EmumAiéov, m ovuuetoyn stapeidv, 6moc 1 Google, n
Amazon, n IBM, otv vyeiovopkn mepiBaiymn elvar 6Ao Kot o cvyvr| epappuolovtog
apy£€G TEXVNTNG VONUOGUVNG GE OAOVG TOVG TOUELS, amd 10TPIKEG GUOKEVEG £MG AVGELS

Souxeiptong Tov Tpomov Long. 4

141 |bid, 500.
142 Primorac, “Pharmacogenomics at Precision Medicine,” 143.
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[Tapodro mov ot ahydpBpol My amoPicemy Oev ivorl KATL VEO GTNV W0ITPIKT,
n OwlecuoTTa TEPACTIOV OmOOEUATOV 1OTPIKOV OEOOUEVOV, 1| TTPAOJOS GTNV
VTOAOYIGTIKT 1OV KoL Ol VAKOAVWELG GTNV UNyavikn pdonon, enttaydvoovy tov puud
™G ovATTLENG TOVG, EMEKTEIVOVTOG TO €0pOC TV TPOPANUAT®OV OV UTOopPoHV v
OVTILETOTIGOVY KOl ALEAVOVTAG TNV TPOYVIOOTIKN TOVG 10Y0. L& TOAEC TEPUTTOCELG
WGOTOCO, Ol IYVPES TEXVIKEG EKUAOMONG OEAVOLY TN S10YVOGTIKY Kol TPOYVOGTIKY|
axpifela €1 Phpog ™G SVVATOTNTOS OGS VO OTOKTHGOLUE TPOGPOCT GTN YVOOT
Aertovpyiog Tov unyovnpatog. Opiopévol ooAacTég Be@poV OTL 1) TOPAYDPNOT TNG
MYNG 10TPIK®OV amoPioemv e cuothuata «povpov kovtov» (black box), tapafialet
11 Pabiéc noikég evBHVEC TV 1TPDOV, APOV OV LITAPYEL KATOLX EE1yNomn 1 autloloyio
Y TN ANYN CULYKEKPIUEVOV OmoQAcE®mV G O1apopeg mepmT®oel;. Onwg Opmg
onueiowve kot 0 ApIoToTEANG, OTAV Ol YVAOCELG MOG Y10 TO OLTIOKO GLGTNUOTO Eivorl
eAmelg Ko emoeaieic, OT®MG cupuPaivel cuyVA GTNV WTPIKT, N KavoOTTO EENYNONG
TOV TPOTOL TOPAYMYNG TOV ATOTEAECUATOV UTopel va gtvar Alydtepo onpavtikn ornd
TNV IKAVOTNTO VO TOPAYOVLE TETO0 OTOTEAEGLOTA KO VO, ETAATOEVOVLE EUTELPIKE TV

axpiped Tovg. 14

Emumiéov n yprion Prodeiktdv £xet Sradpopaticel factkd pOLO 6TV YLYLOTPIKN
akpPeiag pe Pdon T TPoceYYIoES TEYVNTIG VONUOGUVNG Kot UNXAVIKNG pddnonc.
"Evag av&avopevog éykog oTotyelmv VTodNAMVEL TP OTL N YoXLTPIKY akpiPeiag, Evag
OEMOTNUOVIKOG  TOMENG TNG  WOLYWIPIKNG, NG WIplkng axpiPeiog Kot g
(QOPLLOKOYOVISUMUOTIKNG, YPNOEVEL OG ATOpaitnTO BEUEAID TOV LUTPIKAV TPAKTIKDV,
TPOGPEPOVTOS TNV OKPIPN QOPUAKEVTIKN Oy®yY|, HE TNV akppn 06com v oot
oTiyun|, o€ acBeveig pe yoyrorpikég datopayss. Yo 10 Tpicpa TV mo TpocOaTmV
e€eMEemv oTIC TEYVIKEG TEYVNTNG VONUOGUVIG Kol UNYOVIKNG Lddnomng, moivdpipot
Brodeikteg Kot yevetikol TOmOL TOL GYETIlOVTAL LE YOXLATPIKES AGOEVELEG KOl OYETIKEG
Oepaneiec avakoAdmTOVTOL OTNV  YoywoTpikny épevva  akpieiag pe TN xpnon
VEVPOUTEIKOVIONG Kot ToAAAmAGY -omic.1** H @von e yuyikhg acOéveiog mopapévet
éva atviypo. Xtig mapadoctokes kotnyopieg acbeveidv mbavoloyeitar oAoéva Kot
TEPICCOTEPO OTL TO. OITIOL TOL TPOKOAOVLV TNV WLYIKY dtoTopoyn Umopel va eivon

€0QUALEVA. QGTOGO O1 YLYIOTPOL KO O1 EPEVLVNTEG EYOVV TAOPA L0l AVED TPOTNYOLLLEVOL

143 Alex John London, “Artificial Intelligence and Black-Box Medical Decisions: Accuracy versus
Explainability,” Hastings Center Report 49, no. 1(2019): 15, https://doi.org/10.1002/hast.973.
144 Lin, “Precision Psychiatry Applications,” 969.
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evkapio va emoeeAnfodv amd ™ pnyovikn pddnon (mwy. unxavég vmooTPiEng,
oVYXPOVOLG  aAYOpiOLOVE VELPOVIK®OV JIKTV®V, Oladlkacieg eykvpdtntag). O
GLVOLOGUOG CVTMV TV TEYVIKAOV 0VAAVONG, He TANOdpa dedopévmv amd kotvormpasieg
Kot amofetnpla, €xel T dvvatdTTa vo Tpowbhoel Evav PloAoyikd TEKUNPIOUEVO
EMOVOTPOGOIOPICHO TOV KOPIOV YuyTpik®dy dwatapay®v. OAo Kol meplocOTEPQ
oToLyEl LITOINADVOLY OTL GTIG VTOOUAIES YLYLATPIKMOV acHEVMOV TOV dNptovpyoHvTal
Ao dEJOUEVO, UTOPOLY VA YIVOUV aKPIPBESTEPEG TPOPAEYELS Y10 TOL ATOTEAEGILOTO TNG
Oepaneiog amd OTL 0e VITOOUAdES OV OMpovVPYoHVTOL HE PACEL TAL KPLTHPLO TOL
DSM/ICD. Xg o véa €moyn woylotpikng PAcEL TEKUNPI®V TPOGOUPUOCUEVOV GE
HEUOVOUEVOVS 000EVELS, «OVTIKELEVIKE YOVIOLOUOTIKA dedopévay Bo pmopovcay va
EMTPEYOVV TNV £yKoupm aviyvevon acbeveldv pe eEatopukevpévn emaoyn Oepameiog
KO TPOGUPLOY TS Socoroyiag 1ot dGTe va petwdel 1 PapvtnTa T vosov. *® T
tedevtaio deKaeTio oNUEI®ONKE o HENGT YOYLUTPIKAOV QUPLOKOYEVETIKOV SOKIUAV,
oV TPoPodoTHONKE amd pio avoadvopevn Paon otoryeiov kot {ftnon vy mo
eEATOLKEVUEVEG TPOCEYYIGELS GTNV EMAOYN KOl TN 00GOAOYIO TOV PAPUAK®VY. Q6TOGO
N EMTLYNG SLAS00T TOV ATOTEAECUATMOV TOV SOKIUMDY OVTMV GTNV KAVIKT TPOKTIKY
amortel GLVOOEVTIKA epyaAeio VTOGTAPIENG AMOPAGEDV KAVE VO LETAPPACOVY T
QOPHOKOYEVETIKA  dgdopéva  oe  emhoyn kot docoroyio  @appdkov. Ot
(QOPUOKOYEVETIKEG ETOLPEIEC OOKIUMV £YOoVV OvVOTTOEEL Kol TOPEYOLV  EPYOAELN
VTOGTNPIENG OMOPACE®Y, TOV UETAPPALOLV TO OMOTEAEGLOTO TOV OOKIL®OV GCE
TPOTAGELS cuvtayoypdonons. [lapatnpeitor OpmS por av&avopuevn avnovyia Yo Tov
TPOTO L€ TOV OMOI0 OPICUEVES ETOIPEIEG AVOTTUGGOVY KOl OMUOVPYODV OVTEG TIC
OLOTAGELS, 101G EKEIVEC TOL YPNGIUOTOOVV EPYOAEID VTOCTNPIENS OTOPAGEDV
«UoHPOL KOLTIOV» KO AVTA TO EPYOAELD VTTOGTNPIENG ATOPAGEWV KPOPOLV GKOTIUA -
Yo Adyovg lokmnoiog - T Odlkacsio pe TNV omoio. To OTOTEAEGULOTO TMV

PAPLLOKOYEVETIKAV SOKILMV peTappdlovial 68 KAMVIKEC cuoTdoslc,. 14

Etvor onpovtikd 01t ToAAG ETLYEPHOTA Y10 TV VIEPACTIOT TOV aAlyopifumy

«UOOPOL KOVTIOV» TPOEPYOVTOL OO GLGTILOTO TEYVITNG VONLOGVUVNG, OTTOV Ol GYEGELS

145 Danilo Bzdok, and Andreas Meyer-Lindenberg. “Machine Learning for Precision Psychiatry:
Opportunities and Challenges,” Biological Psychiatry: Cognitive Neuroscience and Neuroimaging 3,
no. 3 (2018): 223. https://doi.org/10.1016/j.bpsc.2017.11.007.

146 Chad A. Bousman and Harris A. Eyre, “‘Black Box’ Pharmacogenetic Decision-Support Tools in
Psychiatry,” Brazilian Journal of Psychiatry 42, no. 2 (2020): 113, https://doi.org/10.1590/1516-4446-
2019-0724
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TOL GLALOUPAVOVTOL OEV UTOPOVV VA KOTOvON B0V pnTd Kol ¢ €K TOLTOL OgV ival
Slpavelg amd 1 eLOT TOVG, TaPd Amd emMAOYY. Ao doa yvopilovpe, N TEXVNTA
VONUOGUVI JEV XPNCLOTOLEITAL OKOUT EVPEWMS A0 POPLOKEVTIKEG ETOLPEIES OOKIUDV
KOl G €K TOVTOV, TO TEPLGGOTEPQ EMLYEIPT|LLALTO, TTOL VTOGTNPILOVV TNV TPOGEYYIOT TOV
«UOPOL KOVTIOL» OgV 10YLOVY Y10 EPYOAEID VTOGTAPIENG OMOPAGE®Y «ULOVPOV
KOLTIOU» OV YPNCUYLOTOOVVTOL GTN PopUaKoYeEVETIKT. Tlap® 6o avtd, Ta epyaleio
CUOWPOL  KOLTIOL»  YPNOOTOOVVTOL omd  €va  ONUOVTIKO  aplBpd  ETOPELDV
(QOPUOKOYEVETIKAOV OOKIUMOV Kol TOAAG €xovv vmootnpuybel amd TLXOOTOIUEVES
eleyyoueveg dokiuég otn Oepameia peilovog katablmtikng datapayngs. Ipémetl ooy,
VO OTOPUYOVUE 1] TPEMEL VO GUUPMOVICOVUE HE TO EPYUAEID POPUAKOYEVETIKNG

VTOGTAPIENC «UADPOV KOLTIOD» 6TV YuxtaTpikn; 4!

Yndpyern nepionun mepintmon tov Watson g IBM mov ékave pia emkivovvn
oLOTOOT GE (o cLYKEKPLEVN Tepintwon oykoroyiag. O acBevig dloyvdotnke Ue
Kapkivo Tvevpova kot £0e1&e evoeitelg cofapnc apoppayiag. H ovotacn tov Watson
Nrov po cuvovacuévn ynuetobepaneio kot bevacizumab, napd v npogidonoinon tov
FDA 6t t0 o¢dpuaxo ovievdeikvotor og acbevelg mov mapovsialovv coPapn
awpoppayia. [Tpéner BePaing va Anebdel vtdyn 6TL 0 aAydp1Bog mov ypnoiomomOnke,
Baciotnke oe PiKpO aplBpd cOVOETOV TEPIMTAOGEWDY, e TOAD TEPLOPIGUEVE dedoUEVAL
mov elyav Aneoel amd oykoAdyovs. Avtd pmopel va BEcel Eva SIANUU GYETIKE pe TV
evBovn. Eivor vmedBouvog 0 TPoypoppaTIGTAG 1 O YEPICTNG Y. TNV XOPNYyNom
AavBacuévng Bepaneiog; Ymootnpiynke eniong 0TL 1 KATAGTOOT GYETIKA LLE TN YPNOM
™G TEXVNTNG VONUOGUVNG €xel vepPel Katd mOAD TNV TPO0d0 NG EMGTNUNG TNG
TEYVNTIG VONUOGUVIG E0KE GE TEPUTTAGELS TOV APOPOVV ATTOPAGELS GTOV TOUEN TNG
vyelog ko g mepiBoiyng tov acBevav. Edv n texynt) vonuoocvvn ecaybet oty
KAMVIKY] TTpaKTIKn TP va etvan koBola £towun YU avtd, ta mbavd Addn pmopel va

amoBoppHvoLvy T YpHoN TS 6T0 GHVord . 148

Ot aAyopiBuot teyvmtig vonpoovvng Ba pmopovcav emiong vo KOVOuv
ovotdoelg yuo Oepamneia. Av Kot KAT®S apeileydpevo, ot adlyoptpotl o propovoay va
Bonbnoovv ot AMyn anopdcemv yio v Kotavour] topwv. OAec avtég o1 ypNoELS

amottovV TN XPNoN HEYAA®V OEdOUEVOV amd TNV VYEIOVOKT TepiBoiyn: Tov TpdTO

147 Bousman, “Pharmacogenetic Decision-Support Tools,” 113.
148 Primorac, “Pharmacogenomics at Precision Medicine,” 145.
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OVTILETOTIONG TV 0cBevdv, TOoV TPOTO avVIOMOKPIONG OTNV Oywyn, kabmg Kot
dedopéva aoOEVOV OTMG OEOOUEVO YEVETIKA, OTKOYEVELOKOD 1GTOPIKOV, GUUTEPUPOPAS
wou {otikdv onueiov.® Qc uépog Tov odyopiOuov KAMVIKGOV amo@acemy 1 Topovsio
KOl 1M XPNOMN  UOVIEA®V  TEYVNTG VONUOOLVNG OTNV  €QOPUOYN  TNG
QOPLOKOYOVIOLOUOTIKNG, Oo povel o€ SoQOPETIKG oTAd. ATO TNV ETIAOYN TOV
ac0evong, £mg TIC aAAaYEG OTIG 00N Yiec cuvtayoypdoenone. 'Eva and ta kpiciua onueio
YO TNV EQOPUOYN TNG (QOPUOKOYOVISIMUOTIKNG ©€ evpelo KAipaxo, &ivor 1
YpNooToinon HeBOdWV TEXYNTNAG VONHOGVUVIG Yol TN SLUGTPOUATOGCT) TOV 0G0eVDV.
Av16 amoutel avdAvomn dE00UEVOV VYNANEC TOAVTAOKOTNTAG, Y0 TNV KATNYOPlomoinomn
TOV 060evadv 68 VTOTANOLGLOVG, TOV UTOPOVV VA, EMAEYOVV GTO GYEONAGHO KMVIKOV
JOKIH®V N KATA TNV ACKNOo™ TG KAVIKNG 1otpikng. TEtota dedopéva meptiapfavouv
KOW®VIKOUETPIKE dedopéva, OMuoypoeikd dedopéva kot €tepoyevi) ProioTpikd

dedopéva. >

To 2018, o FDA evékpwve 14 aiyopiBpovg yioo )  Soyveotikny epunveio
ewovoc. H pelétn pag e€elrypévng Kivnmg eQapproyns mov YpnoLlonoince texvn
VONUOGUVT] Y10l VO, OTEIKOVIGEL TOV 0GOEVT KOl TNV KATATOOT OVIUTNKTIKOV QOPUAK®OV
elxe og amotéreopa ™ Pertioon g neBapyiog TV acHevadv 6TIG LTPIKES 0dNYiEg Kot
Bedtioon twv acBevav mov Ehafav aviumnktikd Oepaneio. tn ProtaTpikn, 01Kl 6TOV
Topéa TG TEPIBAAYNG TV AGHEVAOY OTTOL 1 PAPLLOKOYOVISIOUATIKY EVOL 0VOTOGTAGTO
GLGTATIKO, 1 TEXVNTH VONLOGUVY UTOpEl Vo TPOGPEPEL 0PEAT G€ TOALA emimeda. [a
TAPASELY LD, Y10l TOVS POPUOKOTOOVG 1 Otayeipion g OBepameiog kot mpoPAréyelg
KvdOVOoUL, Y10 TO GLGTNUATO VYEIOVOKNG TEPiBaiymng 1 eEotkovounomn KOGTOVS Kot
YPOVOL Ko TEAOG Yo Tovg acBeveig n duvatdHTTO TOPAKOAOVLONONG TNG KATAGTOONG
™m¢ vyelag toug. H efowovounon kOOGTOLG ¢ OMOTEAEGUA TPMOTOROVAIDV TOV
oyetilovtol pe TV TEYVNTI] VONUOCULVI GTNV VYEWOVOUKT TEPIBaAYT EKTILATOL OTIC

HITA ¢ 300 Sicekatoppvpo. SoAdpio. emoing 1 og 0,7% tov AEIT.?!

Ta televtaio ypdévia o TANOOPO EMGTNUOVIKOV ONUOCIEVGEDV VYNAOD
KOPOVG aVOPEPOVY, GYETIKA LE TOVG ahyopiBpovg punyoavikng pabnong, o6t Eemepvovv

TOVG KAWIKOUG Y1aTpog otV aKpifeld TOV 10TPIK®OV SyVOCEMV 1 OTIS GUOTAGELS

149 Price and Cohen, “Privacy in the Age of Medical Big Data,” 38.
150 Primorac, “Pharmacogenomics at Precision Medicine,” 143.
151 Primorac, “Pharmacogenomics at Precision Medicine,” 144.
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QOPUOKEVTIKNG Bepameiag. Avtd €yel avENceEl TO €vOOPEPOV Yo TNV avamTLén
OYETIKOV aAyopiBuwv, pe okomd TV evioyvon Kot BEATIOoN ™S AMYNS amopacemy
otV vystovopky mepifadym.>? Mo mpodxinon sivar 6Tt 1) TEXVNTH VOOV TPEMEL
Vo TPOQOJOTEITOL OO PEYOAN GUVOAL OEOOUEVMV KOl 1) GLALOYT TETOLOV GUVOAWMYV
dedopuévev umopel va givor OVOKOAN. Mo GAAN mPoOKANom eivar M avamtvén
olyopiBumv mov pmopovv vo avalntodv TANPoPopieg o  ETEPOYEVI] GUVOAQ

SESOUEVOV, IOV TTEPIEXOVY YOVISIOUATIKE, HETAYPUPIKE KOl TPOTEMUIKE dedopéva. 123

e xdpeG Kot 6€ TANOVGUOVGS e AYOGTOVG TOPOVG 1 TEXVITH VONLOGUV UITopEl
va eglvan éva kpiowo epyodreio yuoo ™ Pektioon ¢ vysovopkng mepiBaiymc.
Bonbovrtag T mpoyveoTikég, dayveooTikég Kot Oepamevtikég dadikaoieg, n texvnty
vonpooOvn pmopel va yivel 16xvpdg GOUUOYOG GE Eva TEPIPAAAOV e TEPLOPICUEVOVG
nopovc. EmmAéov n ymoeromoinon tng vyelovopkng mepiBoiymg 6o pmopovce va
avéndel, cuvdéovtag To YNELoKA dIKTua HETAED TOV XOPOV UE SLOPOPETIKA EMIMEN
avamtuéng, pe otoyo ™ Pertioon g YeEVIKNG VYELNG TOGO TV AVATTUGGOUEV®OV OGO

KO TOV OVaTTUYHEVOY yophv. >

Emumiéov o1 yovidioupatikég eEetdoslg umopel va  amoderyfodv {oTikng
onuaciog ywo v KoAvTepn ovamtuén eopudkwv. H dafeciudmra tov yeveTikmv
TANPOPOPLOV OO JPOPETIKES £BVOTIKEG opddeg Ba dievkOAvVE TN debpuvon TV
YVOGEMV CGYETIKA LLE TN YEVETIKN TOV TANBVGHOV KOt TIG 101 TEKUNPLUOUEVES OLOPOPES
0€ TOYKOGUIOLG KO TOTMKOVG TANBLGHOVG, eKTOG amd TN dnpovpyion dESOUEVOV Yo
mAnBvcpovg mov dev elyav mponyovuéveg kataypagel. H oavaxdivyn omaviov
TAPOAAALYDV VOUKAEOTIOI®MV TOV KATAVEHOVTOL GTOV TANOLGUO, Ba umopovce emiong
va emttevyBel pe Tov TPocdoPIGHO aAAnlovyiog emdpevNs Yevidg oto péArov. Extog
a0 TN GVVOEST] TOL YOVIOIOUOTOS GAAOL TAPAYOVTESG, OIS EMIYEVETIKA CLUGTATIKA KO
TEPPOALOVTIKEG EMOPAGELS, UTOPOVV VO EMNPEAGOVY TOV GUVOTLTTO TOV 0dNYEL GE
oAAayn oV KMVIKT] amoKplon tov @appdkov. H emyevetikn elvar n pelétn tov
KANPOVOLUK®V OAAOY®V TOV POIVOTOTTOV HECEH TPOTOMOGEMV TNG YPOUATIVIG Kot

avadlopdpewons ™e. To duvapkd ePAPUOYNG TNG EMLYEVETIKNG OTNV WTPIKN vt

152 Thomas Grote and Philipp Berens, “On the Ethics of Algorithmic Decision-Making in

Healthcare,” Journal of Medical Ethics 46, no. 3 (2019): 205, https://doi.org/10.1136/medethics-2019-
105586.

153 Primorac, “Pharmacogenomics at Precision Medicine,” 145.

154 |bid, 145.
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TepAoTIO. Oa givor duvaTn 1 SOKIUN TNG CLVAPELNS TOV ETYEVETIKOV GUOTATIKAOV GE
OLYKEKPIUEVES 000EVEIEG, 1 a&l0moINoT TOVE MG TPOYVOOSTIKMOV KOl OlYVOGTIKOV

SEKTOV KaL 1 YpHoN TOVC ¢ EVEPYDY 6TOXMVY V1ol Ogpameio. 1>

H Bondeta tng te)vnTg vonUoohvNg 101K Y10 T QOPLLOKOYOVIOIOUOTIKN Elvarn
OTOPOATNTN YO VO UTOPECOVUE VO OVOADGOLUE HEYAAD GOVOAD OEOOUEVMV
(QOPULOKOYOVISIOUATIK®OV €EETAGEDV ACHEVOV GUVOMKA Kot Ol UEHOVOUEVA, OTMG
yivetar onuepa. Ta omoteléopota TG €QAPUOYNG NG TEXVNTNG VONUOGUVNIEC O
TPo®ONGOLY TNV KOADTEPT KOTAVONON TNG ETEPOYEVEING TOV TOPATNPEITOL OE
drdkacieg ot onoieg cuUPAALOVLY GTOV TPOTO e TOV 0molo £vog acBevig avtidpd oe
€Vl CLUYKEKPIUEVO QOPLOKO, GE CLYKEKPLUEVO YPOVO KOl OOGN, EMITPEMOVIONG TNV
TpocaployY| kot v e&atopikevon g docoroyiog evog apudicov. Avtd oyt uovo Ba
ékove T dwdwkacio Taydtepn aAAd Bo pmopodoov va mpokvYouv véd dedopéva
OYETIKA LLE TIG YOVIOIWUOTIKEG TOPOALAYES, TIG OAANAETIOPAGELS POPUAK®V-YOVIOI®OV 1|
QOPUAKOV-QOPUAK®OV Kol GAA, Ta ooia Oa pmopohGav vo 00N yNoovV GE VEQ EpEVVA
KOl 0KOUN KOADTEPNG TOLOTNTOG KOl OWKOVOMKOTEPT VYEWOVOULKY] tepiBaiym. Mia
eniong otabepr| mpoxAnon eivor n eknaidevon TV yatpdv mov Oa yperactel va

EPUNVEVGOLV TO OMOTEAEGLOTO TNG QOPLOKOYOVIOIOUATIKNG e TN Ponbewo g

TEXVNTAG vonpoovvng. 1

H ymoromoinon otov topéa g vyelog evoopaT®vel eukaipies kol Kvovvoug,
TOL APOPOLV KLPIWG TNV TPooTacia TV aclevav kot Twv dedouévav. Ot kivovvol
eoTialovtol Kupiwg oV STHPNoN TNG EUMICTELTIKOTNTOS TOV 0GOEVAOV KOl TOV
dedopévov. ‘Eva 0épa andleag 0e00UEVOV 1 EVTTAOELNG GYETIKA LE TNV OKEPALOTNTA
Kot N dfecIdTNTA TOVGS, pUIopel va 00N yNoeL o€ otkovopukt BAAPT Kot og BAGPN ™G
VYELOG TOV VTOKEWUEVOV TMV dEG0UEVMV. AVTOL 01 KIVOLVOL TPETEL VAL AVTILETMTIGTOVV
and ™ vopobesia mepl mpoostaciog g WO10TIKNG (ong N Tov dedopévav. ['ia 10 oKomod
avtd ompovpyndnke o Evpomaikdg Ievikdg Kavoviopdg Ilpootacioag Asdopévov
(GDPR) m¢ éva oAokAnpouévo vopuikd mhaicto. Avtd to mAaiclo TEPIEYEL KOVOVIGHODS
OYETIKA € TN OLYKATAOEST), TN HETAPOPE JEOOUEVDV KOl PLOLUGEIS OYETIKA LE TO

OIKOOUOTO, TOV VTOKEWUEVOV TOV OEGOUEVAOV, TEYXVIKE Kol OPYOVOTIKO HETPO KoL

155 Primorac, “Pharmacogenomics at Precision Medicine,” 146-47.
156 Primorac, “Pharmacogenomics at Precision Medicine,” 152.
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SradikaoTtikég puOuioec.® O T'evikdc Kovoviopdg yio v Ipoctacio Asdopévov éxet
epapuootel otnv EE o¢ po moAd avatnpr] TOALTIKY, TOL TPOGTATEVEL TOVG TOMTEC TNG
EE and ka0e {nuio mov mpokvmtel oand mopaflicelg Tpocomik®y dedopévey. Qotdoo,
amoTeELEl EUTOOI0 GE OPICUEVEG TEPUTTMOOELS, OVCYEPAIVOVTAG TNV TANPT EPAPUOYN TNG
TEYVNTNG VONUOGUVIG GTO GUOTNUA LYEWOVOUIKNG mepiBaiyng. Ymapyel emiong to
Ot TG duoToTioG KO TNG Koyvmoyiag mov Tpoépyeton amd Tovg acbeveic. [1660¢
¥pOVOG M mOGeS Yeviég mpémel vo. mepdoovy Yoo va €pbsl po gmoyn mov Oa

EUMIOTEVONAGTE TO pnydvnpa ko Oo eEaleipOei n voyio; 8

Mo TpOKANOT TOV TPOKVTTEL EMIONG OO TN UEYAAT €1GPOT| VEWOV OES0UEVOV
etvat 0Tt Ta 5£d0UEVO GUGYETIGOV, TO 0TTola Elval 0 KOPLo¢ TOHTOG TV Se60UEVOV TTOL
onpovpyeitor and TG OUOOTNTES TOV AGHEVOV KOl TIG OXETIKES TPWTOPOVAiES GTOV
topéa g vyelag, givar and ) @Oon Tovg Aydtepo alldmoTo amd To AEITOVPYIKE
dedopéva. Emopévac, ta véa evpnuata Bo nTav ovikd vo entkupmBodv Agttovpyikd.
Kot evéd n Aettovpykn emkdpwon cuveyiletl va BeATidveTonl amorteitor akoun moAvg
xPOVOG Yo T O1eEaymyn Aettovpyikav peretov. Katd cuvéneia, givor oAb mbavov va
TPOKVYEL Ll TEPACTIO. GLUPOPTOT LETAED TNG TPOPAEYNG VEOV CUGYETIGUMV KOl TNG

EMOKOLOVONC AELTOVPYIKTG TOVG EMtKOpOONG.1>°

O o16)0g Aowmdv, HOG TPOGEYYIONG TEXVNTNG VONUOGVUVIG KOl UNYOVIKNG
péonong sivor va mapdoyel Evav akyopifpo Paoet dedopévav, mov umopet yevikd va
péBet omd to dedopEVa Tov TaPEABOVTOG 1) TOV TAPAVTOG, OEIOTOUDVTAG TN YVAGCT Y10
TNV EKTIUNON TPOYVOOCTIKOV HOVIEA®V Yoo TuXOV Oyvooto dedouéva, 1M Yo
0mO10dNTOTE GyveoTo SVUPAV 6T0 PEMOV.0 Ot tedevtaieg e€elifeic oV TeXvoLoyia
NG TEYVNTNG VONUOGVUVNG, KOl TNG UNYAVIKNG Labnong, edkd o adyopiBuovg Padidg
péonong, amroKGAvY o TV TOAAG VITOGYOLEVT] TKOAVOTNTA TOVS Va. avaryveopilovv Kot vo
pafoivouv ToOADTAOKN Kot U] YPOUUIKE tepapykd LOTiPo o€ GYEoN LE TO TELPOUUOTIKA

dedopéva peyding kiipaxac. 6t

157 Thilo Weichert, “Health privacy in the age of digital networks,” Bundesgesundheitsblatt,
Gesundheitsforschung, Gesundheitsschutz 61, no. 3 (2018): 285, https://doi.org/10.1007/s00103-017-
2686-7

158 Primorac, “Pharmacogenomics at Precision Medicine,” 145-46.

159 Duffy, “Precision Medicine,” 499.

160 Lin, “Precision Psychiatry Applications,” 970.

161 Lin, “Precision Psychiatry Applications,” 970.
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[Tapodro oL avapévovpe OTL 01 EPUPUOYES TEXVITNG VONHOGHVNG, OTtm¢ 1 Padid
puébnon kot n avdivon peydrlov oedopévay, Ba fondncovy otny epunveia dedouEVOV,
OTNV KAVIKN TPAKTIKN TO £pY0 TG epunveiag dev pumopei va avatedel €€ olhokAnpov og
unyovés. H dnuovpyla vorjuatog Ba amattel mavta avOpdmiva poaid, KapdlEg Kot
yépta Ko ot acBeveig Ba cuveyicovv va ypetalovtol VTOGTHPIEN GTNV TAONYNGY| TOVG

OTIC ATOPAsELS dedopévav. 62

162 Fiske, “Health Information Counselors,” 38.
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Kepdharo 3. I'evetikd dedopéva

[StontepdTNTO YEVETIKAOV OEOOUEVADV

«To yovidiopa ocvopPoriler ™ dvvaun g adpdvelag g evong, 1 omoia
OVTIGTEKETOL GTO TEXVAGLOTO TOV 0VOPOTOV Kot AVTIKELTOL GTNV KOTAGKEVOGTIKT 0PN
™mg avOpdTvng Povinone».t®® Méca amd v cupfoliki kot StcOnTikh 16yd Tov
YOVIOLOUOTOG  OVOOVOVTOL HUETAPUOIKEG OVOTAPUOTACES EVVOLDV OTMC €lval 1
avtioTaon otV oAkayr, 1 oTafEpPOTNTA, 1 TOVTOTNTO Kol O VIETEPUIVIGNOC. 1 To
yovidiopo tov Kébe atopov eivar to ev duvapel Atopo. AToTEAEL Evol «TPOYPOLLLOY
avdntuéng, to onoio Ppioketarl oe GuvVEYT OIAEKTIKN GYEOT LE Ta epebicpata KOt TG

EMOPACELS TOL TEPPAAAOVTOG, LLE ATOTELES LA T ONHLoLPYie EVOG LOVOIKOD ATOUOV.

H yovidiwpoatiky 1atpikny evoopotdvetor OAO KOl TEPIGGOTEPO  OTNV
VYEOVOIKT TEPIBOAYT) GE TOALES YDPES, OMOTEADVTOS TN PACT TNG KAWVIKNG WOTPIKNG,
g OMuoclog vyetog kot g TpoPrieyns acbeveidv. O otdY0g 0vTOHS OLMS, TOAVOG,
umopel va emitevyBetl pdvo e T GLAAOYN KOl OVTOALOYT YOVISIOUOTIKGV OEOOUEVMV
HeTOEL TV epeuvnTadv. Ot epguvnTéc £yovv (NTNoEL va emTpamel apevog 1 avToAloyn
YEVETIKOV Oed0UEVOV GE TTAYKOGMO €MIMESO Kol APETEPOL 1 dacHVOEST debBvav
Bacewv dedopévav, dote va dlevkoivviel N TposPacipudmra oo dedopéva Kot va
SIGPAMOTEL 1 IKOVOTTOMTIKOTEPT] AVIUWTPOCSAOTEVST TOV TANOLGUOV TOL TOipVOLV
HEPOG OTIS YOVIOLOUOTIKEG dOKIUES. H avtaddayn OU®G TV YEVETIKOV OE0UEVOV,
AOY® NG 1O10UTEPOTNTOG TOV YEVETIKOD DAIKOV, TOPOLGLALEL Lt GELPA TPOKANCEMV Kol
Wwitepa {nubteov mov oyetilovial Pe TNV EUMICTELTIKOTNTA TOV dedoUEVOV, TO
andppNTO, TOV KIVOLVO GTIYUATIGHOV Kol dloKpice®mV kol TNV avdykn va vrdpEovv
KATAAANAEG dopég dlakvPEpvnong, vy va OacQaAIoTEL 1 0cQAANG dlaKivnomn TV

dedopévmv. Qotodco, Eva Nnua mov wpénet va mponyndel otig cvlntoelg givar ot

163 Evponaixé Epyaotipio Mopraxnig Biokoyiag (EMBL),To péliov twv Biosmiotnudv, ptep.
Baothkn Baxdxn (A6fqva: Mavemotnmaxéc Exdooeig Kprng, 2006), 282.
164 |bid, 282.
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OHOLOTNTEG KOl Ol OPOPES TMV YEVETIKMV OEOOUEVOV KOl TOV OAA®V HOPODV

TPOGOMKAV dedopévov. 16

v mapdaypago 13 tov apbpov 4 o I'evikog Kavoviopog Ipootaciog Asdopévaov

OVOQEPEL Y10 TOL YEVETIKA O€dOpEVAL OTL EvaL:

«TOL OEDOUEVO, TPOCOTIKOD YOPOKTHPO, TOD OPOPOVY TO, YEVETIKC, YOPOKTHPIOTIKO,
PLOIKOD TPOCWOTOL TOL KANpovoundnkav n amoktnOnkav, Owws mTPOKOLTTOLY
101G OO OVAALON PLOAOYIKOD OEIYUATOS TOV EV AOY® PLOIKOD TPOTWOTOV KO TO.
OTOLO. TOPEYOVY LUOVOOIKES TANPOPOPIES GYETIKG. UE THV PLGLOLOYIO. 1] TV DYELQ.

00 &V A6Ym pvo1Kod Tpocdmov. »1®

M dAAn €vdelEn OtL o1 yovidiwpatikés mAnpogopieg Bempoldviar yevikd
SPOPETIKEG amd GAAEC HOPOEC KAWVIKOV TANPOQOPLOV €lval yio Topddstypo m
avnovyio 1660 TV acbevav, 060 Kol TOV YOITPp®V, YL TANPOUN €VOG €mTALOV
acQOAMOTPOL PAGEL TPOCOTIKAOV WTPIKAOV dEGOUEVOV KOl 1) GLYVN ETLIGNUOVOT| TNG

OIKOYEVELIKTC PUOTC TV dedopévov. 1’

Mo pokpd Topdooon Aowmdv, eVicyDeL TNV TET0iOnon OTL Ta YeVETIKA dedopéva
xplovv Waitepng petayeipiong yio tovg NG Adyovg: évag Adyog elvar 0Tt Bempolpe
TIG YEVETIKEG TANPOQOPiEg HOVAOIKES Vi TOV kaféva Kol GE€ GUVOLOGUO HE TN
otafepotnrta tov DNA, katd v dibpketa g Cong evog atopov (mAny eloyictwv
UETOAAAEE®V), OTOTEAODV €Vva  HOVOOIKO OVOYVOPIOTIKO OTOTOTMMUO, Yo TNV
TPOCOTIKOTNTA Kol TN Gupumeplpopd 1ov.1%8 Evac dAlog Adyoc yio TV yevetikn
Wwwtepdtta. givor 1 dvvatdtta. TPOPAEYNS, HECHD TNG YVAOONG TOV YEVETIKMOV

69

dedopévov, TOAVOV PEAAOVTIKAOY TaBOAOYIKAOV KOTACTAGE®Y £vOG 0Topov,t®® dmoc

KoL 1 OVTOTOKPIG TOL GE Sbpopes QoppaksvTikés aymyéc.t’® Ot yevetucée

185Anna Middleton et al., “Members of the Public in the USA, UK, Canada and Australia Expressing
Genetic Exceptionalism Say They Are More Willing to Donate Genomic Data,” European Journal of
Human Genetics 28, no. 4 (2020): 424, https://doi.org/10.1038/s41431-019-0550-y.

166 “EUR-Lex - 32016R0679 - EN - EUR-Lex,” 2016, Europa.eu. 2016, https://eur-lex.europa.eu/legal-
content/EL/TXT/?uri=CELEX%3A32016R0679

1671, Rafi et al., “The Implementation of Pharmacogenomics into UK General Practice: A Qualitative
Study Exploring Barriers, Challenges and Opportunities,” Journal of Community Genetics 11, no. 3
(2020): 269-77, https://doi.org/10.1007/s12687-020-00468-2

188 James P. Evans and Wylie Burke, “Genetic Exceptionalism. Too Much of a Good Thing?,” Genetics
in Medicine 10, no. 7 (2008): 500-501, https://doi.org/10.1097/gim.0b013e31817f280a

169 Jinger G. Hoop, “Ethical Considerations in Psychiatric Genetics,” Harvard Review of Psychiatry 16,
no. 6 (2008): 322, https://doi.org/10.1080/10673220802576859

170 Evans, “Genetic Exceptionalism,” 501.
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TANPOPOPIES KO Ol EMTTMGELS O T PO TOLS APOPOVV AUESH 1] ELUECO KOl TOVG
oTEVONC ovyyeveic pag,t’™t ommg mOavov kar pédn g evpvtepnc kowotnrac.t’? Ot
EVTOVEG WYLYOKOWVMVIKEG GUVETELEG EMioNG, TOL Bo popovoe va €xet Yia éva GTopo M
VOGN ToV YoviStdpatdg Tov,1" gdv Tov amokdAvmte po PEALOVTIKY VOGO Yo TV
omoio. dgv LVIAPYEL TPog TO TapoOv Bepameio, evioybel emiong TV memoibnomn g
010UTEPOTNTOC TOV YEVETIKOV Ocdopévmv. Téhog, ol yevetikég efetdoelg eivon
KOOOPIOTIKEG Y10, LEPIKEG TOAD OMUAVTIKEG TTTLUYEG TNG VIOPENG pag. Mmopobv va
emPefoardoovv 1 va S1oyeLGOVY TNV TATPATNTA KATOLOL, VO PEPOVY GTO PMG KPVUUEVL

LVGTIKG, TOV TaPEAOOVTOC, | VL OTOKOADWOLY TV KaTayoyn pog.

H 186éa 611 01 yeveTkég e€etdioelg eivar S10pOopeTIKES amd TIG GLVNOELS 1OTPIKEG
efetdoelg ovoudaleton yevetkog «efapetikiopogy (exceptionalism). Ou yevetkég
TANPoeopieg Bewpodvial AkpmG WIOTIKEG Kol oyetilovtal dpeso He TNV TOVTOTNTO
evog atopov. H gumiotevtikdtto, o0tmg 1 AAA®G, amotelel Kevipikd {fTnua yo tnv
vyelovoukn mepiBaAiymn, v acEOAMOTIKY KAALYT Kol TNV omaoyOANcT, OAAL Ot
TANPOPOPIES amd £Vol YEVETIKO TEGT UITOPOVV TOVTOYPOVO VO, EMNPEAGOVY TOAAE LEAN
pog owoyévelag. Eav n yovidwoxn dwatapayn eivon kuplapyn, eite petapépetar and
dropo o dtopo, pumopet va ennpeactodv ot 6tevol froloyucol cuyyevelg OTmg o1 yovelg,
To Toud1d, To AOEAQPLO Ko aKOUN Kol 1 upOTEPT O1KOYEVELD TOV atOpov. EmumAéov,
éva atopo pmopet vo AdPel amopdoelg mov aiddlovv T (v Tov, pe Paon To
amoteAéopoTo pog yevetikng egétaonc. H amokdivym tov omnoteAecpdtov tov
YEVETIKOV eEetdoemv pmopel va etvan Kpiowun oe OAeg Tig mTvyég g (omg evog
atopov.1”® TuumepacuaTikd AoTdV, TO YEVETIKO VMKO Sev LETOBAALETOL, KOTE KOVOVO,
Katd TNV odpkela g Long, cuyxvd o0 eopéag Tov dev Yvopiletl TIC TANPOPOPiEg TOV
LETAPEPEL, TEPLEXEL OE GTOLXELD TTOV APOPOVV TO TAPEALOGV TOL KOl TPOILYPAPOVY HLdL
nopeia yuo To péALoV Tov atdpov (mpodidbeot yio voonuata Ka.). Eqv n ene&epyacio

TOV TPOCONMIKOV OEOOUEVOV EVOG TPOCHTOL EVEYEL KIVOUVOUG Yo TPOGPOAT T®V

11 Bvans, “Genetic Exceptionalism,” 500.

172 Hoop, “Ethical Considerations in Psychiatric Genetics,” 332; Ian McGonigle, “Genomic Data and
the Dividual Self,” Genetics Research 101 (2019), https://doi.org/10.1017/s0016672319000107

178 Hoop, “Ethical Considerations in Psychiatric Genetics,” 332.

174 Evans, “Genetic Exceptionalism,” 501.

15 K. G. Fulda and K Lykens. “Ethical Issues in Predictive Genetic Testing: A Public Health
Perspective,” Journal of Medical Ethics 32, no. 3 (2006): 144,
https://doi.org/10.1136/jme.2004.010272
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SIKAOUATOV TOV, KATO TNV EMEEEPYACIN TOV YEVETIKMV OEOOUEVMOV Ol KivOuvol avtol

givar ToAamAdoon. 1’6

Eivon BéBara apretol avtoi mov vwoompilovv 0Tl GTOVE 1TPIKOVS POKELOVG
TOV 0c0EVOV VITAPYOVY APKETA OVAYVOPIOTIKA GTOLXELD, ILE OPIOTIKO KOl OUETAKANTO
yopoktipa. [ToAAéEC Slayvdoelg eival OploTIKEG KOl YOPOKTNPIOTIKEG Yo KATOLOV
acBevn, 0nmg ivor 1 vocog tov Alzheimer, | 1 ToAanA) GkAnpvvVoT|, LETAPEPOVTOGC
TOAD TTEPIOGOTEPO EVALCONTEG TANPOPOPIES Y10 TOV GLYKEKPIUEVO aoBevi) amd OTL i
TOPOALOYT OE KATO10 YOVIOLOKO TOTO. AAAMOTE, TO WITPIKO 1GTOPIKO TOV VILAPYEL GTOV
0TPIKO PAKELD, WG OKOTO EYEL, AKPPAOC, TNV TAPOYN] CLUYKEKPIUEVMV TANPOPOPLDY Y10l
ovykekppévo aoBevi.t’’ AAAG oxopn Kot av KOTOAMEOVUE GTO GUUTEPAGHO OTL Ol
YEVETIKES TANPOQOPIES £V YEVEL £IVOL VITEPEKTIUNUEVES OO TAEVPAS CTOVOAOTNTOG KOl
dev Ba mpémetl va Bewpoivtol o¢ Eex®PIoTES 1) 1O10ATEPES, TO YEVETIKO SEOOUEVO, TTOV
ouvayovrot omd Tig eEgtdoelg DNA evdéyetal, map’ dha avtd, va £xouv KATL EEXOPLOTO.
Etvar BE€Paio 0TL moAAEG amd Tig TANpo@opieg Tov e&AyovTal amd TG YEVETIKES EEETAGELC
evOg atoOUOoV, UTopovV vo cuvayHodv Kot amd AALES TNYEG, 0AAG ad TO ATOTEAEGLOTOL
TOV YEVETIKOV o0T®V £EeTdcewV, TEPA amd TV 1oyvpdTepn £voeltn ywo {ntruata
vyeilag mov 1o dropo givor ThvO va aVTILETOTICEL 6TO HEALOV, TO SElYLLOTO KATOLES
(POPEC EVOEYETOL VO £YOVV CNUOVTIKEG KOl OTPOGOOKNTEC GUVETEIEG Ol LOVO YOl TO
ATOLO GTO 0010 AVIKOVV, OAAG KOl Y10 TOLG GUYYEVELG TOV 1 TO EVPVTEPO OIKOYEVELNKO
10V TEPPEALOV, KATL TOL TOAD dVGKOAN Ba popovoe vo cLUPEL pe Kdmolo dALO €160
egetdoemv. [ToAAEG POPEG 01 AVOKAADYELS KOl OL OTOKAAVYELS aVTES efvarl eEopeTiKd
dvodpeotes. Eivar avnouymrikn Ko pog tpokaiel £vTovo dyyog 1 okéyn 6t n outio g
VOGOV KATO0L GTEVOD GLYYEVIG MOC, UTopel vo pog apopd dueca. Kdatt tétoo Oa
UTOPOVGE VO £YEL ATPOPAETTEG APVNTIKES, OTOUIKES KOl KOWVWOVIKEG GUVETEIEG Y10 TO
dtopo, 6mwg TV potaimon €vog YAPov M TV O0KOT oG acPAAELng VYElng Kot
Koplog o peydAn emPapoven oty yoyxkh tov vysio.l’® O Tevikog Kovoviopdc

[Ipootaciog Aegdopévov g EE kaBopilel éva eviaio kot gupy kobeotdg Yo ta

176 Aoy Mnfjtpov, «H Ilpootacio tov Asdopévav Yyeiog kat twv Fevetikdv Aedopévav otov Ievid
Kavovioué Ipootaciog [Ipocomikdv Asdopévav,» oto Bionbixoi [lpofinuotiouoi I\V. Agdousva
Yyeiog xou I'evetika Agdouéva, emp. Mapio KaveAlomodrov-Mrot kot Pepevikn [Tovayomoviov-
Kovtvatlr (Adfva: Exdooeig [Tanalnon, 2019), 69-70.

17 Evans, “Genetic Exceptionalism,” 500.

178 Onora O’ Neill, Avtovopio kat Epmictoctvr ot Blonducr, em. @odmprc Apitoac, ptep.
Avtovng Xatlnuovong (Anva: Exddoeig Apoevion, 2011), 132.
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dedopéva vyelag, aveEdptnto amd TN HopPEeY| TOVS, TOV TPOTO GLAAOYNG TOLG 1) TOV
vrevBovvo cuALoYNG Tove. Opilel TV Katnyopio TV OA®V TV SEO0UEV®Y TOV 0POPOHV
TNV YOYIKY 1] COUOTIKN VYeio VOGS PLGIKOD TPOCHTOV (MG TPOCHOTIKA O£doUEVaL.
SoumeprropPdvel de Kot TOVg TAPOYOVS VINPECUDY VYEIOVOUIKNG TEPIBOAYNG, TOV
OTOKAADTTTOVV TANPOPOPIES Kot OESOUEVO GYETIKA [LE TNV KATAGTACT TNG VYELNG TOVL

atopov.t’®

IMa opiopévoug amd Tovg AVOTEP® AOYOVS, GOUEMVO HE TOVS OTOIOLG TO
YEVETIKA dedopéva BempovvTan 1taitepa, VITAPYOVY KATOLEG EVOTAGELS, TOV OPOPOVV
TEPLOCOTEPO TOVS TEPLOPIGHOVE oL BEToLY. Kdmotol Bewpodv 6TL 1| avtidnyn pog yio
™V eEpeTIKN-101aiTEPN PHON TOV YEVETIKMV OEOOUEVOV EIVOL VITEPEKTIUNIEVN KO,
Kuplwg, OTL avT M ONTIKN TPOoKaAel dLGYEPEEG 0 MOALOVG EMGTNUOVIKOVS Kot
Kowmvikog topeic. H Bedpnon yio mapddetypa, Tov YEVETIKOV 0E00UEVOV MG EVOGC
KOTOAVTIKOD TTPOYVAOGTIKOD TOpAyovTo yio. LEAAOVTIKEG acBéveleg, Bao pmopovce va
Oewpnbel ¢ Paown, xvpiog oto Pabud mov aeopd iaitepa SEIGIVTIKOVS
yovotomovc. H mpoyvootikn 16y0¢ TV YOVIOIOK®V OTOTEAEGUAT®OV Yo KO
TOAVYOVIOLOKA VOOT|HOTO €lval, KATO YEVIKN OUOAOYio, HIKPY EMEWN M YEVETIKN
naporiayn etvorl Lovo Evag amd Toug ToALOVG TapdyovTteS (N TEPPAALOVTIKY| EMIOPAOT|
elval €vag 1oyvpog av Oyl KATOALTIKOG TOPAyovVTaS, GTNV TEAKN OTAVINGN TOL

0pYAVIGHOD) TOL GLVTELOVV GTNY EUPEVISN TG vocov. L&

H avédivon kot m oOykpion TV YOVIOLOUOTIKOV O£OOUEVOV UETAED T®V
minBvopav eivor {oTiKNg onuaciog yo TNV KATavonon Tov pOAOV TV YEVETIKMOV
napoyovtov otnv vyeio kot T voco. H emruyio tng kowng ypniong tev yeveTikmv
dedopévov Paciletor otnv KOWoVIKY vrootNpiEn. Avtd sivor évo moAD onuavTikd
0épa, aAld amortel Tpocoyn To €Gv kot o molo Pabud sivor mpodBopa ta dtopa, o
TOYKOGOL KATHOKO, VO TTOpoy®priocovy TNV TpocPact 1 vo dmpicouy To YEVETIKA
dedopéva Tovg, to. omoia ot cvvéyew Ba mapoaympnBovv oe kdmolovg GAAOVS Yo
épevva. 8! Te o pedétn efetdodnke éva deiypo atdpov and tic HITA, tov Kavodd, to

Hvopévo Bacilelo kot tv Avotpaiio, oyetikd pe v tpobupia toug va dwpicovv ta

179 Price and Cohen, “Privacy in the Age of Medical Big Data,” 40.

180 Evans, “Genetic Exceptionalism,” 500.

181 Anna Middleton et al., “Global Public Perceptions of Genomic Data Sharing: What Shapes the
Willingness to Donate DNA and Health Data?,” The American Journal of Human Genetics 107, no. 4
(2020): 743, https://doi.org/10.1016/j.ajhg.2020.08.023.
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YEVETIKA OEOOUEVO TOVG, GE GUVOVAGUO LE TIG ATOYELS TOVG Y10l TOL YEVETIKO OEOOUEVOL.
Ol cvppeTéyovteg, Ol omoiol &lyov YEVETIKEG «EEMPETIKEG amOYelS» (Bempovoay
ONAadn To yeveTikd 0edOpUEVO MG KATL WOUTEPO Kol SLOPOPETIKO Ao TO, VITOAOUTAL
W0TPIKA TOVG dedopéva), Ntav mOavoTepo va yvopllav meplocdTEpa 1 vo glyov
TPOCOTIKN eumepio pe v yovidrwpotikn. ‘Htav eniong mo wbavd va emdei&ovv
mpobupia Yoo vo dwpicovv avavopo 1o DNA 1tovg, Ommg kol GALEG 1UTPIKES TOVG
TANPOPOpies, Tapd TOL OTLTAY EMIONC TOAVATEPO VO KATOVOT|GOVV OTL 1) GOVIEST| TV
YEVETIKOV TOVG O£00UEVOV LLE TPOCHOTIKG TOVG GTOLYElN SLVNTIKA UTOPEl Vo, TOVG
npokarovoe PBAAPM. Ilopd 1o OTL evnuepdOnKov Kot KotovoOnoov OTL VTAPYEL
mOavoTTo TPOosOTIKNG PAAPNG edv TawtomomBovv ek vEou Ta. OEOOUEVO TOLG,
avépepav 01t Ba cuvéylav va ta dwpilovv kot avtd enedn Bedpnoav OTL To OQEAN
vrepéPfavay Tic mhavég PAdPec. Avtd deiyvel 6T, o0l evdlopEPOVTAL Kal givort
npoBupot va yivouv dopntéc, paivetar va yvopilovy kaAdtepa and Tovg ALOVS, TOGO
TO TL APOPA 1 YEVETIKN TANPOoPopia, 660 Kupimg TV a&io Kot TNV CLUVEIGEOPE TV
YEVETIKOV TANPOPOPLDOV GTIV EPELVO KAL TNV OVATTLEN TNG YOVISIOUATIKNG LOTPIKNG.
H mpoBopio tov atopov pe «eEapetikés amdyelsy Kot EVNUEPMOT Y10 TO, YEVETIKA
dedopéva MTav 6 @opeég UEYOALTEPT GE GUYKPION HE eKEivOLg mov dgv MOV
€COIKELMUEVOL LLE TN YOVIOI®LOTIKT KoL OV ELY0V AGYOANOEL LLE TN XPTOT TV YEVETIKOV
dedopévmv. H mpobupio ovth TV atopmv pe e£01Keimon e Ta YEVETIKA dedopéva XL
napatnpnOel kol o opddeg acbevdv mov ekppdlovv v emBupio Ta dedopEva TOVG
va ypnoworomBodv yio peAAOVTIK TPOANWT ko Oepamein acbeveidv, N va
BonBnoovv Tig LEAAOVTIKES YEVIEG EVTOG TNG OKOYEVELAS TOVG. APKETOL OO AL TOVG TOV
eEéppacay tpobupio otn dwped TV OedOUEVOVY NTaV enayyeApaTieS vyeiog o1 omoiot
gpyGlovioy otov Topéa e yovistopatiknie. 8 Exetvol pe «eEanpeticéc amdysion
OYETIKA LE TO YEVETIKA dedopéVA, NTOV €MIGNG o THAVOV Vo amopacicovy BeTikd,
OYETIKA pE TN dwped TmV dedoUéEvV, e Bdon to av Ba propovoav va Adpovv, og
AVTAALOYHO Yol TN O®PED, OVTIYpaPO T®V OIKOV TOVS TPOTOYEVAOV OEGOUEVAOV
(avéyvoon DNA 7 avenelépyaota dedopévo aliniovyiog) kot €dv yvopilov Tig
VOUKEG  KUPMOOELS Yoo TPOCSTAcict TOvg amd mbavy ekpetdAievorn. Avtod
avtikatontpilel To dg avtilopuPavetol KAmolog TV TPOSMOTIKY, OIKOVOULKY, KAO®DS

Kol KAWIKY ko emotnuovikn a&io towv minpoeopidv DNA. Avt n oudda pe Tig

182 Middleton, “Members of the Public,” 431.
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«eEapeTikég amodyeg) NTav mo TOOVO Vo ETITPEYEL OTIG EMTPOTES TOV EPELVITMOV VO
AOUPAVOVY aTOQAGELS CYETIKA LE TNV KON ¥PNOT 0EO0UEVOV TOVG Y10. AOYOUPLUCUO
ToUG. Avtd To. guPNUOTO VTOINA®VOLY TN dvvnTikny ol NG EMOTPOPNG TOV
amotTeEAeoUATOV o€ vtV ToV TANBuoUd, oAAd Kot To emakOAovbo OtL M Afym
YEVETIK®V 0E00UEVOV UTOPEL VA Elval AlYOTEPO EAKLGTIKY] YloL OGOVG deV TO Bewpovv
KatL Egywprotd M Wwitepo. Tovilovv emiong ™ peydAn onuocio mTov Exovv (Yo to
dTopa-0mpnTEC) ot Slapavels SOIKOGIEG Yo TN ANYN OTOPAGE®MY GYETIKA HE TNV

Ko yprion dedopéveov. 18

[Ticw and o aitnua ¢ avolktng TpdcPacng, T ehevbepng dwabeoiudTrag
Kol TNG ampOCKOTTNG KVKAOQOpiag TV Oedouévev, vmapyel n memoifnon o6t N
aLENUEVT O100EGIUOTNTA TOV EMGTNUOVIKAOV d£d0UEVOV B0 00N YNGEL GE VEEG YVDGELS
Kot véeg epapuoyés. Néeg vmodopés kot diktva €yovv emiong avamtuydel yio
OLlELKOALVON NG OVIOAAOYNG TOV EMIGTNUOVIKOV dedopévav, Ommg 1 ‘Epgvva
Ynodopwv Buotpameldv xor Biopopuokadv mopwv (BBMRI-ERIC) yuo S1ebveic
Brotpamelicég cvvarrayés, To Alktvo g AvOpamivng Kinpovouidg kot g Yyeiog
otv Aepwkr (H3Africa) kot n IMaykoowo Zvppoyio yio ™ Fovidtopatiky kot tnv

Yysio (GA4GH), mov apopd yoviStopoTikd kot kKAvikd dedopéva. 8

Youvayetol Aomdv OTL 1] TANPOPOPNON KoL 1 EUTELPINL LE T YEVETIKG dESOUEVOL
pumopel va dpdoet Betikd oty mpobupia TV avBpomwv va dwpicovv, N va
TOPOYOPNGOVY, TPOCSPACT] GTA YEVETIKA TOVG 0E0OUEVA, KATL TOL Bewpeitor OTL, O
amA®g Ba OleLVKOADVEL TV aVATTLEN TNG QOPUOKOYOVIOLOUOTIKNG, TNG LOTPIKNG
axpiPeiog Kol ™G eEATOUIKELIEVNC LATPIKNG, AAAG OTL glvan amapaitmto. Xwpig v
EVPELD. GLUUETOYT VYLDV OTOU®V TO OAO gyyelpnuo pumopel va unv tehespopnost. Ta
dropa, Tapd v TPOHEGN TOVG VAL LOPAGTOVV TO OEOOUEVE TOVS, OEV TO KAVOLV YWPig
Kavévay evoolacoid. Avnouyovv apKeTE Yo TO amOppPNTO TV dEGOUEVOV KOl EXOVV

OPKETEG EMPLAAEELS Y10, TN LEAAOVTIKT) TOVLG XPNOMN.

Ot BAaPeg emiong, mov o1 cvppeTEyovieg Bewpovoay ¢ mhaveg, oyetiCoviay

He TV TOvTOMOiNon TOuG HEcO omd TS mAnpoeopieg tov DNA kot kvpimg

183 |bid, 432

184 Michael Morrison, Donna Dickenson, and Sandra Soo-Jin Lee, “Introduction to the Article
Collection ‘Translation in Healthcare: Ethical, Legal, and Social Implications,”” BMC Medical
Ethics 17, no. 1 (2016): 2, https://doi.org/10.1186/s12910-016-0157-6.
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aVTOVOKAOVCOV TNV €MOpAcT TNG ACIKNG KOvATOUpag. Metd ™ devtepofddua
EKTOOEVOT), Ol TEPLGGATEPOL T E101KO1, TIGTEVETAL OTL AMOKTOVV TIG EMIOTNUOVIKEG
TANPOPOPIES KOl YVAOOCELS OV TOLG EVOOPEPOLY, amd To péso evnuépwons. Ot
AvamopaoTdcelS TV (NTNUATOV avTdv, omd T HEcO EVNLEP®ONGC, ddPapaTIiCovY
ONUOVTIKO pOAO o1 OpoOpemon G €olkelwong Tov KOwov HE TNV EMGTHUN,
oVUTEPIAAUPOVOUEVIG TNG OLAUOPPOONG GYETIKA e TNV Evapén CLUVOLIAIDV Y1o. TO
DNA.2 T¢ o avadvoun Stodiktvaks Epsvvo e 6TOX0 T HEAETN NG GTAGNC TOL
koo ¢ Koéota Pika oyetwkd pe v mpobopia va dwpicovv DNA dedopéva,
dlmotdinke 0T TO TEPLGGATEPO ATOLA NTaY TPOOL LA Vo dPIGOVY TIG TANPOPOPIES
TOVC Y10 EPEVLVNTIKOVS 0KOTOVS. OtV £pYovIay aVIIUETOTOL LE SLOPOPETIKEG TOUVES
YPNOES TV OESOUEVOV TOVG, Ol GLUUETEYOVTIEG NTAV TOAD Arydtepo mbavd va
dwpicovv dedopéva o €PELVNTEG HE KEPOOGKOTIKOVS okKomovg. Ot mo cvyvd
OVOPEPOLLEVES AVIOLYIES CYETIKA LE TN d®PER YEVETIK®V dedopévav oyeTilovtan pe
mBoavég olakpicels and etopeieg acediiong vyelag kot {mng kot epyoddtes. I'a Ttovg
CUUUETEYOVTEG OTNV £PEVVA 01 10 A&IOTIOTOL EMAYYEANATIEG EIVOL O KOG TOVS 10.TPAG
Ko 1 KepSOoKOTIKOT £peLVTEC amd T ydpo Tovg. 188 Ta yevetikd Sedopéva evéyeton
vo €YOUV  OlPOPETIKA  EMIMEDD GMOLOAOTNTOS GE OPOPETIKE  TePPAALOVTQL.
Optopéveg moMTIGHIKEG KOWVOTNTEG €YOLV YOUNAG Oplo Yo TNV KOWY| ¥pPNon TV
KAVIKOV Kol YEVETIK®OV TOLG dedopévmv. o mapddetypa, opiopévol aocBeveis,
evoE ETON VoL EMOLLLOVY VoL LOIPAGTOVV TaL OEOOUEVO TOVG, Y10 VO Bon BN covy Tepattépm
OTNV 10TPIKN £PEVVA, EOIKA CE TEPIMTMCELS CTAVIOV YEVETIK®OV 00HEVEIDV, OTOV
EUTAEKETOL TO TPOCMOTIKO OIKOYEVELOKO 10TOPIKO. L& TETOEG TEPIMTAGELS, UTOPEL VoL
napatnpn el 011, o1 acbeveig empuévouy va amokaAdyovuv TANPOoPopieg mov ival mo
TPOCMOTIKES, TPOKEUEVOL VO BEATIOGOVV TO YOVIOIOUATIKE OEOOUEVO TTOV TOPEXOVTOL.
Inueminke 0Tl e TNV TAPOOO TOL XPOVOVL, SNUOVTIKEG TEXVIKEG e€eMEelg pmopel va
001 YNGOLV GE TEPOULTEP® {NTNLLATO TOV OottovV 101K avdAvon. Av 1 aAiniovyio yio

nmopadetypo petakivnfel ond aAiniovyioc DNA oe adliniovyioc RNA, avtd 6Oa

185 Middleton, “Members of the Public,” 431-32.

186 Gabriela Chavarria-Soley et al.,”Attitudes of Costa Rican Individuals towards Donation of Personal
Genetic Data for Research,” Personalized Medicine 18, no. 2 (2021): 141, https://doi.org/10.2217/pme-
2020-0113.
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amottovoe €k vEOU TNV afloAdYNoN TOV TANPOPOPLOY TOL TAPAYOVIOL Amd KAOE

Texvoroyia, KaOdS Kat Tov Pabud sumddeiag kabe cuvorov dedopévav. 8’

Onwg mpoavapépbnie, 1 duvatdTNTo TPOSPUCC TOV OTOUMY GTIC TPOCSMOTIKES
ToVC TANpoopieg vyelag £dpace pe OeTIKO TPOTO OTNV OWPEN TOV YEVETIKOV
dedopévov. Ta tpocwmikd apyeio vyeiog Kot 1 S100EGILOTNTO TOV TANPOPOPLDOV HECH
™G AVTOAAQYNG TANPOPOPLOV Yo, TNV VYEin, BE@POVVTOL ATOPOITHTO CLGTATIKA Yo

TV QTOTELECHOTIKOTHTA KoL TV PeATimon TG vyslovopkng mepifoiyng. 168

Ta yovidiwpotikd dedopéva €Yovv SPOPETIKY GVOT ond To OPYOvVE TOV
avOpodnvov opyaviopov. Omwg emonupaivet o Tigard, to oavOpomve Opyava
BepoVTOL GTTAVIOL KOt 1] OVOVEDGLILOL TOPOL, OVTIOETA [LE T YEVETIKE OEOOUEVOL KO
T WITPIKE apyela Tov acBevdv, Tov vrdpyovv o€ agbovia, axdun kKot av dgv gival
TP dabécipa yia xpnon o€ Pdoeig dedopévmv. Ta yevetukd dedopéva, og avtiBeon
ne ta opyava, eivar dStabéoia Kot o€ peyaho Babud propodv va amoktnovv. Emiong,
UTopovV €0KOAO va. avTtypa@ovv, va petadofovv kot vo kowvomowmBovv. EmumAéov,
Otav To dedopévVa XPNGLOTOOVVTOL, Ogv pewdvetal 1 o&io Tove. Xe OPKETEC
TEPUMTMOGELS T YOVIOIOUATIKA dEGOUEVO OGO TEPICCOTEPO YPNOLLOTOLOVVTOL TOGO TLO
TOADTIO YivovTaL Yo TEPAUTEP® UEAETES Kot KAWIKES epapproyés. Ta yovidiopotikd
dedOUEVO LTOPOVV VO ETAVOYPTGLULOTOM OOV ameEPLOPLIOTA, YOPIG VAL KOTAGTPUPOLV
Kot 1 LA OGN TOVG Ta KAOIGTA o o mepimAokn Kot Wtaitepn LopeT 010K Giog,
v voukn kor nown mpootacio. Ymapyet mpdypott pio avEovOouevn omotipnon

dedopévov oy ayopd.t8e

Kowoktnpochvn tov yevetik®v 0d0UEVOV

Ta avBpodmva dvta givorl Kat’ £oyNv Kowovikd 6vto Kot yopaktnpiloviat g

eldog amd ™ ocvveyn dnuovpyio oxéoemv Kot deoU®V HETAED TOVG. ZVYKEKPIUEVA,

187 McGonigle, “Genomic Research,” 2

188 Dominik Ose et al., “A Personal Electronic Health Record: Study Protocol of a Feasibility Study on
Implementation in a Real-World Health Care Setting,” JMIR Research Protocols 6, no. 3 (2017): e33,
https://doi.org/10.2196/resprot.6314

189 McGonigle, “Genomic Data and the Dividual Self,” 1
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OMUOVLPYDVTOG GLVYYEVIKEG OYECELS, LOPAlovTal, EKOVGLN 1) 0KOVG10, TTOAAES YEVETIKEG
TANPOPOPIES e TO AAAN UEAN TNG OIKOYEVELNG. AEOOUEVOL AOUTOV OTL, TO YEVETIKA
dedopéva glvarl Ko og éva T0GooTd WKPO (Y. dV0 TPOTA £adEPPLA), | HEYEAO
(nolvymtikoi didvpot), petalh TOV HEADV TNG OIKOYEVELNS, Ol EMTTAOCELS TNG OMPENGS
JEGOUEVOV TOV ATOUOL GTNV EVPVTEPT) OIKOYEVELD KoL 1 VTTAPEN OIKOVOLUK®V KIVITPW®V
Yo To. HEAN NG owoyEévelag, mpémel va AneHodv vmoyn. Emi tov moapodviog, ot
ocv{nmoeig mov oyetilovtal pe TN cvykKatdheoT Kot TV amdSLPST| TG, Teptopilovtat
KLPIOG OTIG avNnovyieg TOL GYETILOVTOL LE TO OTOUIKA SIKOLDUATO TOV SOPNTIH KOl OEV
KOADTTTOVV EMOPKMG TO. CYETIKA GLUPEPOVTA TOV UEADV TNG okoYévelag. Eivan emiong
Cotikng onuaciog, vo diepeuvnbel To Katd OGO Tor LEAN TNG OIKOYEVELNG, TPETEL N
UTOPOVV VO, GUUUETAGYOVV GT1 SLOSIKAGIO AVTUALAYNG TPOCOTIKADV YOVIOIOUATIKOV
JedOUEVDVY EVOC LEAOVC TNG OIKOYEVELNS, CUUTEPIAUUPOVOUEVIC TG CLUVOIVESTG LETA

omd evnpépmon .t

H viomoinon g e&atopkevpévn Tpik, mapd 1o OTL QaiveETaL VO GTOYEVEL GE
£va LOVOOTKO ATOO, £0PTATOL 0TO TH GLAAOYIKT GUUUETOYN LEYAA®Y OUAS®OV OTOU®V
o€ épya PLOAOYIKOV TpameldV Kol TPOYPALLLATO YOVIOIOUAT®OV. ATO 0VTH TNV oy
1 eEATOMIKEVPEVT] 1OTPIKY ivan £val, KoT® ovoia, cuALoYIKS oy£d10.19 Aedopévov ot
01 AVOPOTOL ATOKTOVV T1) YEVETIKT] TOVS VTOYPUPY] LECH PLOAOYIKNG KANPOVOULAS omd
TOVG dVO YoVelg Tovg, TNV omoia polpdlovtot e Ta adEAPLO. TOVS, TOALEC TANPOPOPiES
YL Vo ATOHO UITOPOVV VAL YIVOUV YVOOTES, £€TALOVTAG TA YEVETIKA OEG0UEVA GTEVMOV

ovyyevav. 9

O yevetikéc Pacelg dedopévav omuovpyodv cofapd nbud dStanupato yo
yTpos Kot emotpoves. ['a mapddetypa, ol eival n KOOVIKY ¢UOT TOV 0TOLOV
ommv kowotntd tov; Ilolog dwbéterl yevetwkd dedopéva; Ilotor givar or kivovvol
Kowvomoinong owkoyevelokmv dedopévav; [Totog Oa eivor o avtiktumog g avakaivyng
EUTIOTEVTIKOV, OAAL TOAVAOS OPVNTIKOV Kol ACYETOV LE TOV OPYIKO CYEOOGLO,

veveTIKAOV dedopévev; Kot moteg eivar o1 vopkég StotdEELS Y10 TOVG GUUUETEYOVTEG IOV,

190 Ahmed, “DNA Data Marketplace,” 4.
191 McGonigle, “Genomic Data and the Dividual Self,”1.
192 ___ “Genomic Research,” 2.
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eVOEYETOL, VO, EMOLILOVY VO ITOGHPOLV APYOTEPQ TA TPOCSMOTIKE TOVS LOTPIKA YEVETIKAL

dedopéva 1 TV cvyyevedv Toug; %

Ynapyer, xatéd tov lan McGonigle, éva emmAéov yapakInplotikd TV
YOVIOLOUOTIK®Y 0EO0UEVOV: 1] KON UGN TTOV £XOVV TO YOVIOIMUOTIKA OEOOUEVA UE
TNV EVPVTEPT YEVETIKY OpAda, €ite VTN €lvan o1 froloyikol cuyyeveig eite 1 AN glte
po. ToAD peyoAvTepn, opdda Ommg éva €0vog. Avtd TO YopaKTNPIOTIKO KadioTd
OVOKOAN Ko, LAAGTA EMIKIVOLVY, TN LETOYEIPION TOV YOVIOLOUATIKOV SEGOUEVOV (OC
OTAQL L0 OTTOKAELGTIKT] OLTOLUKT 1010TNTa KO, £MioNG, Kab1otd 6VGKOAN TV TPpOooTaGia
TOV YOVISLOUOTIKAV 0E0UEVOV GOUOOVA LE TOVG KABO1EPOUEVOVS TPOTOVE TPOCTAGIOG
™G WOTIKNG WI0KTNGIOG, 1 TOVG UNYOVIGUOVS Y10 TNV TPOCTAGIN UEHOVOUEVOV
avOponivov opydvov. Avtibeta, to yovidtopatikd dedopéva ypetdlovtorl Sui generis

(e181Kd Y100 TO £{80¢ TOVC) GLOTHUATA TPOSTAGIAC Kot pvOuong. 1%

O lan McGonigle, pe Pdon T pelén ™G CLYYEVELNS, TOL TEPLYPAPEL T
OWTOKEWEVIKT] GUOT| TNG TPOCHOTIKOTNTOS OTIG KOWWOVIKES GYECELS EVOS OPICUEVOL
mAatsiov, ypnowornotel v avlpomoroyikn évvoio. dividual (ditTog, Srapetdg,
KowoypNnotoc), o€ avtibeon pe tn évvola individual (otopkdg, W6®TIKOG), Yo va.
TEPLYPAYEL TOV €0VTO ®G MO KOTOVEUNUEVT]) OVIOTNTO, GUVOETN KOl OLGLUCTIKG
dwpetn, o€ avtiBeon pe Evav opiopuévo, atopkd gavtd. Avti 1 Bedpnon mpoépyeTat
amd TV €BvoypapIKn HEAETN YNYEVAOV KOWOTHT®V, OTOL 0 £avTdS OBesmpeitor OTL
VIdpyel HOVO PECH GTO. KOVMVIKA OIKTLO Kol G€ VONUOTIKO TAIGI0 avAaAoyo pe v
KOTAGTOOT), TOL TPOCdidoVY VoMo Kot TowTtdtnToe. 610 dtopo. O «dopepnévog-
KOWOYXPNGTOS» 0VTOG glval eTioNg Lol KOAN LETOPOPA, YOl TNV TEPLYPAPT] TNG KOWNG
QVUONG TOV YOVIOLOUATIKOV 0£dopévev. Onmg 0 «O1onperévocy £0vTdg OmOKTO VOO
HEC® NG €VPVTEPNG OUASNS, £TGL KOL TO YOVIOUMUOTIKA O£dOUEVO OTOKTOVV TN
onpoacio Kot N YPNoUOTNTE TOVG GE GYEOT LE TNV €VPVTEPT YeEVOLUKT opdda. H, mo
OUYKEKPIUEVA, Ol YEVETIKES TOPOAAAYEG OITOKTOVV TN GNUOGI0 TOLG GE GYECT UE TO
yovidiopa avopopdc.t® O Noam Shomron kot o lan McGonigle vroompilovy 61t 1
avOpdmTVN YeveTikn tantdtTa (SNAdN MO0l EIHACTE YEVETIKA) KOl 1) KOW®VIKN

tavtétTa Bo pmopovoav va BewpnBovv o0pbBotepa g ditTd-Kowd, TOPh ©®G

198 ... “Personalized Medicine,” 2.

194 ___ “Genomic Data and the Dividual Self,” 1-2.
195 ___ “Genomic Data and the Dividual Self,” 1-2.
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HELOVOUEVA, LLE TNV £VVOL0L OTL T YEVETIKA 0E00UEVA TOL LOPALOUOCTE EV UEPT LE TOVG
OTEVOVG GLYYEVEIS Hag, Omwg eivan Thavo emiong vo popalopaote TV VYEio Kot TIG
eunepiec g Long. [pdyuartt, givor avtdg 0 dITTOG YOPAKTHPOS TOV YOVIOI®ULOTIKMV
dedopévmy mov guvoel T dnuovpyia eBvikov Protpamelmv kol eBvikdv Epywv
YOVIOLDOLOTOG KO £VOL KOIVO GUVOAD YEVETIKMVY TOPOAANYDV OVOOEIKVVEL TNV 050l LLOG
GUYKEKPIUEVIG EAETNG EOVIKTG K0OpTNG. 128 To yeyovoc 6Tt To yovidimpatikd dedopéva
KOL TO GLVOQT TPOCSHOTIKA 1TPIKA dedopéEVA elvarl GVTOS Kowd 6T eHON TOVG, EXEL
EMNTOGELS 6T NOKA TpdTLTTA, TN VOLOBESTA KOt TOV TPOTO OVTIUETOTIGNG TOVG OO
Vv moMtikY|. Ot oAiteg Oa mpémel va, avayvopicovy 0T, OTOV ATOKAAVTTOLY dNUOGLa
TOL TPOCMOTIKA TOVG YOVIOIWUOTIKAE OEOOUEVA, OTOKOADTTOVY EMIONG OEGOUEVA CYETIKA
LE TOVG PLOAOYIKOVG TOVG GLYYEVEIG. AVTO TO PUIVOUEVO YIVETOL EUPAVECSTEPO WE TNV
av&ovopevn ypNo” Kot SHVOUN TNG YOVISIWUOTIKNG otV gykAnuatoroyia. To 2018 o
Aeyouevog Golden State Killer cvveAnebn otig HITA 6tov ot actuvopikoi tov
EVTOTIOOV PECM YEVETIKNG avalvonc. H aotuvopio eixe cvvdécel tov Golden State
Killer pe meprocdtepo amd 50 Pracpovg kot 12 dologovieg and to 1976 £mg to 1986,
aAAG M €pevva giye otapatnosl Tpw and dekaeties. Metapoptdvovtag Eva detypa
DNA, mov cuAléyOnke o€ pia amd TIC GKNVEG TOL EYKANUOTOS, GE VOV 10TOTOTO
avalnTnong TG YEVETIKNG KATOYWYNG, O VTONTOG EVIOMIGTNKE e Pdon T yeEvETIKN
oY£0T TOV LE TOLG GLUUETEXOVTEG OV glyav popactel o DNA toug pe v vampecia
yveveodoyioc. Ze ovtnv TNV TEPIMTOON, Ol YeEVETIKEG PAcels  dedouévav
YPNOLOTOWONKAV Y10 TO KOO GUUPEPOV TNG CLAANYNG £VOG dLafONTOL BOAOPOHVOUL.
AvT0 givor povo €vo TapAoELy L TOL TG 1 OMOKAALYN TPOCHOTIKMY YOVIOILOTIK®OV

SedopEVeV Pmopel vaL EXEl AKOVGIEC GUVETELEC Y10l GAAL GuYYeEVH GTopa.

Ta yevetikd dedopéva evog atodpov Ba pmopovcav eOkoAa vo amoktnovv e
™ S1EPEVVNON TOV YEVETIKMOV dEGOUEVOV TV GTEVAOV GLYYEVAOV TOL. AvTtd apeiopntel
NV WEA OTL Elval OTOHKA LLE OTOLOONTTOTE OLGLACTIKO TPOTO. H amokdAivymn yeveTikmv
dedopévov pmopel GLVETADS Vo TPOKOAESEL {Nd Kol Vo EXEL apVNTIKEG CUVETELEG GE
ovyyevikd dropo.r*® To Evponaikd Akaotiplo Atkonopdtomy tov Avlpamov (EAAA)
otv vndbeon S. and Marper v. United Kingdom, (4.12.2008) emkvpwoe v

10101TEPATNTO TOV YEVETIKOV DAIKOV EMOTIaivovTog OTL, EPOGOV LE TO YEVETIKO DAMKO

196 ___ “Genomic Data and the Dividual Self,” 2.
197 |pid, 2.
198 ___ “Genomic Research,” 2.
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(DNA) eivor duvatd vo TpocsdlopioTeL 1 YEVETIKY oxéon UETAED 000 aTOU®V, QVTO
«etvan emapkég mote va Bewpnbel 6TL 1 dwtpnon tov amotedel mapéupacn oto

Sucaimpo TG W1OTIKNS (oM TOV EVO1AQEPOUEVOV TPOGHTMV. 1%

Edv dev etvar duvarn 1 €101k cuyKaTAOEST KOl TO ATOTEAECUATO TOV SOKILDV
umopel avomdOPEVKTA Vo, ETNPEAGOVY GALOVS EKTOC TOL ATOUOV TTOV TaPEYEL Oetypol
DNA, 11 pumopei vo onpaivelt avtd yo tv avtovopio tovg; Eqv Bsmprcovpe v
avtodldfeon, G ekdNA®oN TG avtovouiog Kot e eAevbepiog TV atOp®V va
kaBopilovv v o1 TOVG, TOTE S1APOPES TTVLYES TV YOVIOLOUOTIKMV SOKIUOV ATEIMOVY
va v katactpéyouy.2% H oysctaky avtovopio pmopel vo mposeépet Evay Tio ypriotpo
TPOTO Y10, Vo evvonbel 1 awtovopio 6T €m0y TOL YOVISIOUOTOS. AVTOV TOL €160VG M)
avtovopia Oewpet Eva dropo tomobetnévo péoa oe £va dikTvo AAA®V, vtosTnpilovtog
OTL 01 GY£0ELG KOl TO KOW®VIKO TepIPAALoV glval KEVIPIKE GTO VO EMITPENMOVY GTA
dropa vo avartoEouy pia aicinomn Tov £0vTov TOLG Kot pa tkavdtnTo avtodtdfeonc.
Enéyovtag va akoAovBncovv yovidlokég SOKIUES, VO TOPEyoLV OTOTEAEGLLOTO KO VL
avTdpdoovy og avtd, ToAlol avOpmmol Aapupdvouy aAAnroeEaptdUEVES ATOPACELS.
M oyeotaxn avtiinym yuo v avtovopio givor tkovotepn 6To va ovTikotonTpilet Kot
va. mpocapuolel avtn v moAvmAokdtTa. AfKTua EUMIGTOGUVIG KoL PPOVTIONG
KaBodnyohv TIG €MAOYEG aQNVOVTOS YMPO Yo, T ANyn amoedccmv. H oyeciokm
avtovopio amewkoviCel, pe peyahdtepn €yyvTnta TNV GLYYLON TOV AVOPAOTOV Kol T®V
ATOPAGEDY TOVS Vo, VITOPANBOVV Ge YOVISIOUATIKES SOKIUEG, TOPE V. aVTIANEOOLV
K60e dtopo ®g Eexwplotd TAPAYOVTA TOV TOIPVEL AMOPAGCELS E€KTOC KOLVMOVIKOV
mAouciov. QotdOG0, KAVOVTAS TO 0VTO, 1| TPOCOYN LOG ETIKEVIPMOVETOL GTO dTKTLA TOV
EMTPEMOLY VO, TPpaypatoromBel n Aym amopdce®my - €ivol TPOETOUAGHEVA Y10, TN

gmoy1| Tov yovididparog. 20t

Emniéov, mapdiinhia pe v mpomOnomn ToV EVVOIOV TOV TPOCHOTIKOV
CLUPEPOVTOG KOl TNG aTolkng aveCaptnoiog, afieg OT®C 0 OATPOLICUOG KOl M

aAANAEYYUT otV Kowmvia, 0gv Tpénel va vrovopevovtal. Avtd pmopel va eaivetat

19 Aoy Mnjtpov, «H Ipootacio tov Aedopévav Yyeiog kat twv Fevetikdv Aedopévav otov Ievid
Kavoviouoé Ipootaciog [Ipocomikdv Asdopévavy oto Bionbixoi Ipofinuatiopot IV. Aedouévo. Yyeiog
xou Levetika Aedouéva, emy. Mapio Kavehdomoviov-Mnot kot Oepevikn [avayonoviov-Kovtvatln
(ABMva: Exdooeig [Tamalnon, 2019), 71.

200 Rachel Horton and Anneke Lucassen, “Consent and Autonomy in the Genomics Era,” Current
Genetic Medicine Reports 7, no. 2 (2019): 89, https://doi.org/10.1007/s40142-019-00164-9.

201 Horton and Lucassen, “Consent and Autonomy in the Genomics,” 89.
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wloitepa avnovynTikd Yoo ™ Topadoctaky] Proiatpiky épevva, mov Paciletor otV
OATPOVICTIKT] CLUUUETOYN] TOV ATOU®Y, MOTE VO, TPOMONGOVY TNV £pevva MG dNUOCLO
ayaf6. Emmiéov, m mpooepopd ypnuaTIKOV Kwntpomv umopel vo Bewmpnbel og
EUTOPEVLLLOTOTTOINGT TOV AVOPOTIVEOV TOPWV, TPdyLa TO otoio £xel culnTn el eKTEVAOC
puéxpt onuepa. Kabdg umopel vo 0ONYNOEL GE VTOVOUELON TNG OELOTPENELNG TOV

atopov.2%?

H ypnion 6pwv, 6mmg 1 1010kt Gio 0e00UEVOVY, 1] AyOPA KOt TOATNOT) 0E00UEVOV
Kol 0 EAEYY0G OEOOUEVMV, GTO TANICIO TPOCOTIKMOV YOVIOIOUUTIKOV OE00UEVOV Kol
dedopévov vyetog Boa mpémer va efetachel SeEodikd koBmG ot Evvoleg avTEG
nePPAALOVTIOL OO VOUIKES KOl TPOKTIKEG oPEPUIOTNTEG. ZYETIKG EPOTILOTO TOV
TPOKVTTTOVV £ival, TMOg pmopel va ektiunBel n vopuopotikny a&io tov dsdopévov DNA
Kot TG pmopel va emPaAnOet vopkd kot nOucd. Ot etaipeieg mov dpacTnPloToovVTaL
OTO YOPO TOV YEVETIKMOV O00KIUOV vwoBetovv dropopetikés amoyels. H EncryGen
IMAwoe OTL T0 KOGTOG TPOGPOCNG oTA dedOUEVA Bo AmOPOCIoTEL Amd TNV avoryT)
ayopd, eved n LunaDNA zmpoteivel S10popeTIKN TIHOAOYNON Yo U1 KEPOOGKOTMIKOVG

OpPYOVIGHOVG, £vavTt eTatpldy.2o

O Tigard onuewdvel 6Tt 1 TPdKANon ¢ onuovpyiag Pdoewv dedouévov
LEYOANG KMUOKAG, TTOL elval amapaitnTes Yo TNV emttvyio TG WTpikng akpipeiog, dev
pmopet v avTeTOmoTel €Qaprolovtag o 1on VIAPYoVTa LOVTELD dWPEAS allaTog
Kol opydvav, OTOV Ol GUUUETEYOVTES £XOVV KIVITPO HE, TOAAEG POPES, TPOCHOTIKA
opéln. Katd tov lan McGonigle, npénel va avartvovpe vEOLg TpOTOVE GKEYNS V1o
™V N TOV YOVISIOHOTIKOV OE00UEVMOV TTOV €lval TPOCAPUOGUEVOL GTNV OKPLPY|
@von tovc. Ot HITA gykawiacav tpdéoeata to [Tpoypappa yio Orovg «All of Usy, éva
EPELVNTIKO TPOYPOLLD, TOV GTOYEVEL GTNV MEPAUTEP® EEATOUIKELON TNG WOTPIKNG,
OMUOLPYDOVTOG WTPIKESG KO YOVIOIMUATIKEG PAGELS OEOOUEVMVY Y10 OAEG TIG £BVOTIKEG
opdoeg tov HITA. Mia and T1c apyég mov dEmovy To TpOYypoppa Eivol OTL 01 YEVETIKES
TaporAayés mokidlovv petald tov eBvotikdv opddwv, £tol ®ote kdbe eBvotikn
opada va LolpdleTor OpiopéVa YEVETIKE YOpOKTNPIOTIKA. Me amAd Aoyia, dev umopet
va emtevyBel eEatopkevpévn WTpikn Yo OAeS TIC €BVOTIKES opddES Ywpic dedopUEVAL

v OAeg TiG €Bvotikég opddec. Avtr givar 1 Aoy TO® omd TN GLAAOYN TV

202 Ahmed, “DNA Data Marketplace,” 4.
203 Ahmed, “DNA Data Marketplace,” 5.
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«EBVOTIKAOV YOVISIOUATOV avagopdacy. TETolo yovidlwpatiky €pevva pe Bacn v
ebvotikn VAN ovamntdcoetal moykoopimg. To GenomeAsial00K, ywo mapdderyua,
etvar éva €pyo oLALOYNG YOVIOIOUAT®V, OV OVOTTUGGETOL GTI XIYKOTOLPN Kot
OTOYXEVEL GTN dNUIOVPYi EBVOTIKMV YOVISIOUAT®V 0VAPOPAS Y10l TIG LEYOAES OGIUTIKEG

eBvotreg. 2%

Mo mapddetypa, o TAnBvoudg tov Katbp m.y., €xel moAAEG KANPOVOUIKES
acBéveleg, ol omoieg &yovv amodobel o€ o 1oTOpiol UAETIKNAG E€VOOYOLIOG, UE
EKTILDOUEVO TOGOOTO cvvapelag mepinov 54%. Zvveneio avtov, dnpovpyndnke to
Qatar Genome: éva peydho £pyo YOVISIOMOTOG, Yio Tr SNUOLPYID YOVIOI®UOTIKMV
dedopévmv amd moliteg tov Katdp, e otoyo va peidoet kopimg to Bépog T Tondikng
VOGOV ToL CYETILETOL UE AVTOCMUATIKES VITOAEITOUEVES LOVO-YOVIOOKEG OLOTOPAYES,
avaAvovtag v aAAniovyio oAdKAnpov tov yovidrwpatrog 10.000 katoikmv TOL
Koatap. Téroteg eBvotikéc e€atopkevpéveg worpikég eEeritelg, Ommg to Qatar Genome,
LG GEPVOVY O KOVTA 6TV EAAELYN TV KANPOVOUIKADV YEVETIKOV 060EVELDY, KATL
npoeoavéotota eTikd, aAld BETovv emiong apketd nowka squpata. Tlowog £xet Tov
éleyyo tétowwv efapeTikd evaicOntov ocdopévov; H, Ba pumopodoe kdmolog va
{ntoet amd vay GLYYEVT| TOV 0 OTTOI0G VOOEL, VO KPOTNGEL LUGTIKN TV KANPOVOLLKN
acBévelo amd v omoio TAcYKEL, AGY® TNG TOAVOTNTOG TOV SIKOV TOV GTIYUOTIGHOV;
AVTEG 01 EpOTICELS UTOPOVY VO OVTIUETOMTIGTOVOV COGTH HOVO £V OVOYVOPIGTEL M
GUALOYIKT - MEAAOV SUEPHC - QUOT TOV YOVISIOOTIKOVY dedopévav.2® T Ttov
EVTOMIGUO GTOVIOV TAPOAAAYDV TOL GYETILOVTAL Le TNV OVTOTOKPLIOT OTA PAPLLOKQ
n/kor pe voonuota, amoutohvtol TOoAD peydAo peyédn Osiypotog omd yEVIKOUG
mAnfvopovg. Ta dedopéva arAinrovyiog ard to UK Biobank kot dAla peydro ebvikd
TPOYPALpOTO Efval TopadelyILaTa TETOUOV GLVOL®Y dEOOUEVDV, OV KabioTavtal OA0

Ko TEPLGGOTEPO Srofécto. 208

IMveton coapég OTL peydho HEPOG TNG OLVNTIKNG OMOTEAECUATIKOTNTOS TOV
eCOTOLKEVUEVOD POPUAKOV €E0PTATOL GTNV TPAYUOTIKOTNTA, Tapddola, amd tnv
evpeia ovAAoYK ocvppetoyr. Edv ta vy dropa dev mpoceépouvv eBehoviikd To

YEVETIKA TOVG OEOOUEVA KL, ETIONG, OEV TOPOYWOPTGOVYV TO LOTPIKA TOVG OPYELD KO TOL

204 McGonigle, “Genomic Data and the Dividual Self,” 3.
205 McGonigle, “Genomic Data and the Dividual Self,” 3.
206 Chenoweth, “Global Pharmacogenomics,” 58.
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TPOCMOTIKA TOLG OEOOUEVA Y10 OVGLOGTIKT GUYKPLOT|, Ol TPOCTADEIES VAL YIVOLV 1GYVPES
OTOTIOTIKEG GUGYETIOELS OE £VOL LELOVOUEVO YEVETIKO EMIMEDO UTOPEL VoL Evor LATOLEG,
KOOADG eVOEYETOL VO PNV VTTAPYOLY EMOPKT OEOOUEVO, MOTE VO TPOKLYOLV EYKLPO
CUUTEPACLLOATO, CYETIKA LE TO POAO TMV YEVETIKMV SEIKTMOV GTNV 0UTIOA0YiO TG VOGOV,
N wo omoteleopotikny Oepaneio. AmoO v GAAN TAELPE, pepOVopEVOL acbevelg kot
TOMTEG EVOEXETAL VO £XOVV OVTIPPNGELS OYETIKA LLE TNV KOWVOTOINGT TWV OE00UEVMDV
T0VG, 160¢ Ady® Tov EOPOL Yo TN YPNOT TOV SEJOUEVOV TOVG, N AKOUN Kol oo
OKEMTIKIOUO YOl TIG EMIKEIUEVEG OAAAYEC GTOV TPOTO AICKNONG TG WTPIKNAG. Me v
ELELOT TNG YOVISIMUATIKNG KO TNG AVAYVAOPIOTC TNG YEVETIKNG GAANAOLYI0G LUITOpOVUE
Vo TEPUEVOVHE aENGT TOV aplORoD TV TBUVAOY TopayOVTOV KIVODVOL UG VOGOL
KOl TNG OVTIOTOYMNS TPOPUAOKTIKNG PUPUOKEVTIKNG aywyns. Mo edhoyn avnovyia
glval OtL n oOyypovn avtiinym g TPOANYNG (oG vOGou, HEGH TPOPULANKTIKNG
Oepaneiag, Bo pmopovoe va amoktioel LVIEPPOAIKES OOTACELS Kol OAOKANPOL
mAnBvopoi Bo pTopPOvLGAV VO XOPAKTNPIGTOVY AVENUEVOL KIVOUVOL Y10 P VOGO, LE
eKaTopupOPLo. avOpdTOVG va fpiokoviol VIO PUPUOKEVTIKY ay®YT], Yo OAN TOLG TN

CO)T,]'ZOY

207 McGonigle, “Personalized Medicine,” 3.
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Kepdhioro 4. Amoppnto

AmOppNTO KO HLEYAAD dESOUEVQL

H av&avopevn mocodtnta dedopévev Tov cuALEYyovTaL amd dtaeopa dtopa divet
po akpiPn] o va yio auTd, kO Kot OToV apotpovVToL To AUECO avayvoploTikd. H
OamEPLOPIOTN OMOONKEVOT Kol 1) GUVEXNG EMAVAYPNOLLOTOINCT TV OedOUEVDV
emeKTeivel kat emdeVaVeL 10 TpOPAnua. Enurdiéov, n 1poodog TG YOVISI®UOTIKNG Kot
1N IKOVOTNTO GLVOVACUOD YOVISIOUATIKMY dEGOUEVOV e KAMVIKG OeS0UEVA, TEPITAEKEL
10 TPOPANUA aKOUN TEPIGGOTEPO KOl ONEOVPYEL VEQ KO TPOKANTIKA TPOPANLOTaL
amoppntov. Ta yovidiwpatikd dedopéva ivor wraitepa dtaxpird (o aAiniovyio 30
¢m¢ 80 moAvpopPo®V HovoD voukAeoTidiov Ba pmropovse vo avayveopicel LovadtKd
éva Atopo) kot avaAroiota (veioTavtol pkpés aAlayég Katd ) dwdpkela g {ong
evOg oTOpoL Ko emopéveg Exovv pwo «ooviey  oa&ia). [Hoapéyovv evaicOnteg
TANPOQOPIEG CYETIKA HE YEVETIKEG KOTOOTUOELS Kol TPOONOEGES GE OPIoUEVES
acbéveleg, 6mmg o0 kapkivog, 1 vocog Alzheimer kot 1 oyloepéveto. Emmiéov dgv
TOPEYOLY LOVO TANPOPOPIES Vit TOL VIO £EETOGT ATOWA, AAAL KOl TOVS TPOYOVOLG TOVG,
OT®G KOl TOVG amoydvoug tovs. Tétoleg mpoowmikég mAnpoopiec pmopet va eivon
Wwitepa emMEAUES Y100 TO ATOMO KOL LTOPOVY VOL YPNGLULOTOMB0VV evavtiov TOVG Yo
Vo TEPLOPIGOVV TNV AGPAALGTIKY] TOVS KAALYT, Vo KOOOPIGOLV TIG OMOPAGELS TOVGS Y10

TV HOPPT TS EPYAGIAC TOVC, 1} VO TOL GTIYHATIGOVY KOWVmvikd. 20

Ta peydha dedopéva £xovv yivel oxeddV GUVAOVLLO TNG TPIKNG KOVOTOUIOG.
H toyeio avantoén g unyavikng pabnong kot texyntnig VonUosHVNG GUYKEKPILEVA,
VIOGYEOMKE Vo PEPEL ETAVAGTOCT] GTNV WOTPIKT TPOKTIKT), OO TNV KOTAVOUY TOPMV
¢w¢ t odyvoon ocvvletov acbeveldv. AAAG, mopdAinio pe ta peydio dedouéva,
gpyovrtal pLeydAot kKivouvot Kot TpoKANGELS, LETOED TMV OTOiMV GNUAVTIKE TPOoPAT LT

GYETIKA JLE TO 10TPIKS amdPpPNTO TV 06OeVHY. 2

208 Dankar, “Informed Consent in Biomedical Research,” 468.
209 Price and Cohen, “Privacy in the Age of Medical Big Data,” 37.
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Xoppova pe tov IN'evikd Kavoviopd Tpootaciog Aedopévav g Evpomaikrg

"Evoong, n yevdwvopomnoinon sivat:

«N EmECEPYOOIO. OEOOUEVWIV TPOCWTIKOD YOPOKTHPO, KOTO, TPOTO OOTE TO.
O0EOOUEVA. VO UNYV UTTOPODY TAEOV VO 000000DV G GUYKEKPIUEVO DTTOKEIUEVO TWV
0EOOUEVWV YWPIS TH YPHON COUTANPWOUATIKDV TANPOPOPIODV, EPOTOV 0L EV AOY®
OOUTEANP OUOTIKES TANPOPOPIES ILATHPOVVTOL YWPITTC, KOL DTOKEIVIOL OE TEYVIKG,
KOl 0pYOVOTIKG UETPO. TPOKEIUEVOD VO OLOGPOAMOTEL OTL OEV UTOPOVLY VO

am03060bVv o€ TAVTOTOIUEVO 1 TADTOTOOILO PUOIKS TPooWwToN. 20

H avovoporoinon opiletor vopukd ®g m Te(VIKN Yo TNV OTOTPOTN NG
TOVTOTOINONG €VOG atdpov Aappdvovtag vedyn Ao ta péoa mov eivar mhovd va
YPNOLOTONB0VV Y10 TV TAVTOTOINGT VOGS PUGIKOL Tposmmov. Eivat o dradikacio
AO-TOVTOTOINONG OV TTaPAyEL dedopéva e TETOW0 TPOTO MGTE VO PNV UTOPOVV Vi
ouvdebovy pe TOLg OMUOLPYOVE TOLG. O0TOGO 1 OMOTEAEGUOTIKOTNTO  TNG
avovoponoinong €xet apeiofnmBel ta tedevtaia 15 ypovia, KoBOG TEPIMTOGELS
EMOVATPOGOIOPICUOV EULPAVICTNKOV OTOV ETAVOYPNOLLOTOMONKAY KAVIKA dedopEvVaL.
2NV TPAYHOTIKOTNTO, VITAPYEL GUUP®VIO LETAED TV EOIKAOV OTL Koo Lopen amo-

TawTomoinong dev umopei vo eyyondei Ty mapamdve évvola g avovopiog. 2t

"Evag peydiog kivovvog mov oyetileton e YEVETIKES 1| YOVIOLOUOTIKEG LEAETEG
glval 0 evVIOMGUOC VOo®V pe yovidlokn Pdon Kot 1 HETEMEITO TAVTOMOINGCT TOL
acBevovg. Ot amdmelpeg amod-TAVTONOIONG TV EdOUEVAOV €VOC aoBevoLg pmopel va
etvat bypnoTec, dE00UEVOL OTL O1 YOVISIMUATIKES TANPOPOPIES TOL acBevoig pmopel va
givor 10 amdlvto  avoyveplotiko.?? Kabodg to didpopa  cOvora  dedopéveov
ToALOTAAGIALOVTaL, 1) IKAVOTNTO GUVIVAGLOD TOAALUTAMY GUVOA®Y dEdOUEVOV PTTopEl

VO, KATAGTNGEL T1 GTPATHYIKY OTOTPOGIOPIGUOD ovdPeAT. >

2T ynookn emoyr| To 000UEVA GYETIKA LLE TV VYELQ, TN YEVETIKN TOVTOTNTA,
N mv €kBeon evoc atopov oe mepiParioviikd epebiocpata, mov TonobeTovvral o€ Eva

NAEKTPOVIKO amoBeTPLO, ONUIOVPYOVV £VOV TOADTIHO KOWVOYXPNGTO TOPO, TOV UTOPEl

210 “EUR-Lex - 32016R0679 - EN - EUR-Lex,” 2016, Europa.eu. 2016, https://eur-lex.europa.eu/legal-
content/EL/TXT/?uri=CELEX%3A32016R0679

211 Dankar, “Informed Consent in Biomedical Research,” 468.

212 Meller, “Next Generation Sequencing Studies,” 1.

213 Price and Cohen, “Privacy in the Age of Medical Big Data,” 52.
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Vo EMTOYVVEL TN PlolaTpiky] £pevva, OKOUN KOl Vo ONLOVPYNGEL EVKALPIES YioL TNV
EMOTNUN TOV TOMTOV, Vo 00MnynOel oe avaxardyelg péow Tindoucpon. AALG avTd To
dedopéva yivovtor «abdvatoy e TpdTovS Tov Umopel vo SNUOVPYHGOLY, EKTOG amd
0QEAT, éva dlopKn Kivouvo, £xovTtag TN dvvaToTNTA VO TapaPlticovy T0 amdppNTO Kot
NV EVNUEPOUEVT] cuvaivesn. MOAIC kKowvomomBodv Ta dedopéva 6To d1adikTvo givat
d0oKoAO va apapefohv kat o1 TanTOTNTEG UTopel va amokalveBovv, avtiotoryilovtog
opadeS dedoUEVMV HeTAED TOVG, Ui JLOOIKOGI TOV OVOUALETOL GUVOEST] OEGOUEVMV.
Enavonpocdioptopog eivor n dtodikacio cuey£TIoNG TOV OVOUOTOG VOGS OTOHOL LE
dedopéva Tov BewpnOnkay apytkd avavoura Kot EVEXEL KIVOOVOLG GTNV OGPAALGTIKY|
KAAVYT, N SLOKPIGELS GTNV EPYOGIN, KOWVOVIKO GTIYHATIOUO Kot TopafiocT tov 6pmv
TOL VILAPYOLY GLYVA GE Eyypapa cvykaTafeong katomy evnuépmong. Tavtoypova, o
EMOVOTPOGOIOPIOUOG EVEXEL EMONG KIVOLVOLG Y10 TOVG EPEVVITEG KOl TO HUEALOV TNG
EMOTUNG, EAV LEG® QVTOV VITOVOUEVETAL 1 EUTIGTOGUVI TV ATOU®V Kol akoAoVOmG

1] GUULUETOXH TOVG OTIG £psvvec.2H

O 1Mo KOt 1| TOALTAOKOTNTA TV PLOlaTPIKOV dEGOUEVMY TOV GLAAEYOVTAL,
pali pe v mnfdpa S100EG1LOY GTO KOWO TY®V dEO00UEVMV, GUUBAALOLY aKOUN
TEPICCOTEPO OGNV OVETAPKEWD TNG AvOVLpHOToinons. Avtd toydet wwitepa dtav
OLAAEYOVTOL TEPAOTIEG TOGOTNTEG OEOOUEVOV Yo GTOUO, Yo UEYOAES YPOVIKEG
TEPLOOOVE KOl OKOUN TEPIOGOTEPO, OTAV TPOKELTOL Y10 YOVIOIOUATIKE OEOOUEVOL.
[ToAAég aveEdptnteg KOl TPOGPOTES UEAETES YOVIOLOUOTOS £J€1Eav TNV THAVOTNTA
napofiaong e WIOTIKNG (ONG TOV CUUUETEYOVI®OV CE YOVIOIOUATIKE GOVOLL
dedopévav, mov apykd Bewpndnkav avovopa. Or Gymrek et al. umdpecav va
ovumepdvovy TV TOLTOTNTA 50 AVOVOU®V OPPEVAOV OTOU®Y YPNCUYLOTOLOVTOS TNV
aiAntovyio Tov Y-ypopdodpotds tovg og pépog tov 1000 Genome Project. Ot
EPEVVNTEG OMOKAALY OV TIG TOVTOTNTEG OVTMOV TOV OVOVUU®V CUUUETEYOVTOV, KOOMDGS
KOl TOV GUYYEVMV TOVS, YPNOUOTOUDVTOS OMNUOGIES YEVEALOYIKES PACELS OEOOUEVOV.
Emniéov, evdd kat’ ovcia dev elvar emapkng yio v mpootacioo Tov dedoUEVDV, M
OVOVOLOTOINGT TOPEYEL VOUIKT] AGLAINL GTOVG KATOYOVS O£d0UEVOV, OTAALAGGOVTOG
TOVC OO VIOYPEDGELS TEPAITEPM TPOGTOGIOG dedopévav.?t® Aev apkel va apatpede

OTOLONTTOTE EUPOVIG TANPOPOPia TOL Bo LITOPOVGE VO TOVTOTOMGEL TOV TN, OTWG

214 Oscar A. Zarate et al., “Balancing Benefits and Risks of Immortal Data,” Hastings Center
Report 46, no. 1 (2015): 3637, https://doi.org/10.1002/hast.523
215 Dankar, “Informed Consent in Biomedical Research,” 468.
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10 Ovopa M To apyeio vyelag Tov, Tpv TV amodnkevon Tov dedouévav. To 2008 ot
YEVETIOTEC £€0e10v OTL EVKOAN UTOPOVCHY VO, TOVTOTOGOLV ATOUN HEGH GEF
OLOOOTTOMUEVD, OVOVULL GOVOAD OEJOUEVMV, €V Elyov [0l UIKPY TOGOTNTO
AVOYVOPICIL®V YEVETIKOV TANPOQOPLOV Yo ovaeopd. Mmopel akdun va kotaotel
dvvatn M TELTOMOINoN €VOC OTOMOL GE Lo ONUOcto. BAcn OedoUEVOV amd GALES
TANPOPOPIES TOL GLAAEYOVTOL KOTA TN SLAPKELDL LIOG LEAETNG, OTTMG OEOOUEVA OYETIKA
ne 1o Bvikd vtoPabpo, TV Tomobecia kot 1TPLKOVS TOPAYOVTEG HOVAITKOVS Y10 TOVG
CUUUETEYOVTEG OTN HEAETN, N Vo TpoPAepBel 1 avayvdpion evog atdpov omd to DNA
100.21% O1 Teyvikoi pnyaviopol PEPata EMYEPOVY GUVEXDC VO TPOYLOTOTOUCOVY
avOiAVOoN OEOUEVOV KATA TETOOV TPOTO (MGTE Vo UMV LIApyel mopoPioon Tng
WOTIKOTNTAG KoL YOPIG TNV OVAYKN GULVOIVESTG, LE TOV OTOTPOCIOPICUO TOV
dedoUEVMV VO €lval 1 TTO YVOOTN TEYVIKN TOL Tpooeyyilel avtdv 10 6T10%0. 26T0G0,
Omwg  avoeEépOnke mponyovuévms, Ol TEYVIKEG amd-Tovtomoinong Oev  etvan
OMOTEAEGUOTIKEG GTO GLYYPOVO TAOIGLO OEOOUEVOV KOL UEUDVOLV GNUOVTIKE TN
YPNOWOTNTO TV OEJOUEVOV YOPIC AmOpaiTnTO. VO TPOGPEPOVY TO OITOULTOVUEVO

amdppnto.2t’

AlAeg dapdyes £xovv mPOKOWYEL OTAV TEYVOAOYIEC TOV £YOVV GYEGN WE TNV
vyeio epappolovtal og vEovg okomovs, Onmg 1 mpdoeotn avayvoplon tov Golden
State Killer otn Kolpopvio tov Anpitio tov 2018. To meprotativd kot 1 emakdiovdn
Tapodoy] OTL ol WLTIKES etaupeieg elyav popaoctel v mpdsPacn ot Pdon
O€JOUEVMV TOVG LLE TOVG EKTPOGMITOVS TOL VOLOL Y10, VO TOVTOTOMGOLV TBavoUg
VRLOMTOVE, TLPOJOTNGAV Oy HETAED EWOIKAOV KOl TOL KOWOV, GYETIKA HE TN
VOLUOTNTO TNG XPNONG TOV TPOSOTIKMV 0EO0UEVOV TV €DEAOVTMOV TTOV deV glyov

GUVAIVEGEL GE TETOLEC EPAPLOYEC. 28

[ToAAég popég, amAéc aanBeieg pmopel va gaivovrol apeleic. o Tapdderypa,
évag Prolatpikdg epevvntng Umopet va Tpoomafncel va eUmvedGeEL TOVG LoNTEC TOL
AEYOVTAG TOLG OTL 1] GLUGTNUOTIKY] GLAAOYN, 1 AVOAVLOT SEGOUEVOV Kol TANPOPOPLADY,
odnyet ot yvoon. Kot n yvoon 6tav epappoletor cwotd odnyel oe PeAtimon g

vyelag. ‘Evag dwmyopog 1 ¢ildcopoc 1 vopoBétng, umopel va mopatnpnost 0Tl to

216 Erika Check Hayden, “Informed consent: a broken contract,” Nature 486, no. 7403 (June 2012):313,
https://doi.org/10.1038/486312a

27 Dankar, “Informed Consent in Biomedical Research,” 471.

218 Fiske, “Data Work,” 2.
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Blototpikd dedopéva Kol ot mANpoeopieg apopodv avOpdmove kot HETAED TV
SIKAOUATOV oV omoAapBdvouy ot avBpwmotl eivar Kot avtd ™G WO1OTIKNG {onc.
Kdémov peta&d avtdv towv dvo Bempnoewv, ot epeuvntég epydlovtal, TpooTadnvTos va
TPOo®ONGOLY TNV AVATTLEN TG YVAOOTG, GLYVE KAT® 0td TEPLOPIGLOVG, TPOCTAODVTOS
va Bpovv pio 1coppomion LETOED TNG OVAOVLUNG GLALOYNG Kol OVTOAAAYNG OEGOUEVDV
KOl TOL SIKOUMLOTOG TV TTNYMV 0E00UEVOV VO, £XOVV KATO10 AOYO GE GLTI TH GLAAOYN
Kot TV Kown ypnon. Onwg mapoatnpovoe o Pierre Charles Alexander Louis to 1834,
0G0V apopd TIG JlpopeTikéG peBodovg Bepameiag, elvar dvuvatdv Yoo gUag va
Befarwbolpe yio v avotepdTTO TG HWOG N TG GAANG, POTOVTOC TOL0 Oy®YN
Oepdmevoe 1o peyaAvtepo apBpd acbevav. Edom elval amapaitnto va petpnoovpe. Ko
etvat o€ peydro Babuo n emothun g Bepamevtikng t0c0 aféforn, iowme emeldn péypt
topa oavt) N péBodog dev €xel ypnowomomnbel omdvio | Ko kaBOAov. Avti 1
apOuntikh pébodog, mov extipnoe o Osler wg andn ka1 avtovontn, Bewpeitor cOoTd
¢ éva ard ta Bgpélia g Tpikng mov Paciletan o€ amodeilels. Avtd cuvéPatve Tpv
™V €m0y TV peydilov dedopévov. H avalnmmon potifov oe pia faon dedopévmv
Nrav cvyva BEpa pétpnong. Lnuepa ta arofeTnplo amrodnkehovy TEPAGTIEG TOGOTNTEG
dedopévmv kat EEumveg unyavég Ta avaivovy. EEakorlovbel 1 avalntmon potifov Kot
pe ovtdévV TOoV TPOTO M EVIOYLON UG OO TIS MO EVOPEPOVGES TPOKANOELS TNV
wotopio TG EUTEIPIKNG EPELVOG: TMOG TTPEmeL va avalnnBovv kot va a&lomombovv ta
0PéAN amd Vv owénuévn yvoon kol tovtoxpova vo tnpnbel o ogfacpdc otic
TPOcOOKiES OTL TA TPOSMTIKEA dedopEVa Kot o1 TANpoopieg dev Ba ypnoipomombovv
pe okatdAnAo kor ovifuco tpdémo. Avti elval [ GNUOVTIKY £PATNGCN, ETEWN
VILapYoLVV TOALOL TOPAYOVTEG TTOL WUTOPOVV VO ETXNPEAGOLY TNV ATAVTNOCT Kol
mhavotato dgv LIAPYEL AVoT Yo OAeg T meputtwoels. Ot acBeveilg kot ot Aoirol
GUUUETEYOVTEG TNV KAWVIKT) SOKIUN EVOEYETOL VAL EMBLLOVV Vo EAEYEOVY TTOL0G OTTOKTA
npocPacn ce TANPOPopieg GYETIKA e avTovg Kot vLd moteg cvvOnkes. Tavtdypova
VIdpyel o TpootdOeia va eravaypnoLomom oy dedopéva GYETIKA Le TOVG acBeveig
v vo omoktnBobv véeg yvacels. kabmg Kol va, vmooTnpyfovy 1o EKTOOEVTIKA
oLOTHOTE VYEWOVOMIKNG TepiBaiymng. Kot evd té€toteg devtepedovseg ypNoelg
dedopévmv vyelag €govv TN dVVATOHTNTO VO OPEANGOVV TNV KOW®VIN, Ol OPYOVOGCELS
vyelovokng mepiBaiyng €xovv Beutés avnovyieg OTL T GLGTNUOTO GTO OTOiN
amoONKELOVTAL TPOCOTIKES Kot OLVNTIKA gvaicOnteg TAnpoopiec Ba mapaPractodv

kot Ba exteBovv, aprvovtag Toug acbeveic extebelévong oe mapaPllcels e OIOTIKNG
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tov¢ (NG Kol TOV 0pyovioHd GE MOV OTMOAEWD TNG PNIUNG TOV KOl GE EVOEXOUEVOL

npooTipa. >t

Ot deovtoroyiKég avnovyieg O0ev €€aptdvVTal HOVO Amd TNV OVTILETMTION
GUYKEKPUYLEVAOV OPVNTIKOV GLVETEWDV. X CLTNV TNV Kotnyopio 1 avnovyio omwd
napoPioacn amoppnTov EKONAGDVETOL aKOUN Kol ov Kovelg dev ypnolpomotel Tig
TANPOQopieg €VOG ATOUOV, 1 OKOUN KOl €6V TO GTOUO OEV GLVELONTOMOLEL Kav OTL
nopofractnie N WTIKOTNTA Tov. Kdamolog unopel va arcBovOei 011 adikndnke amd
nopofiocn amoppnTov aKOUN Kot ov oev £xel vmootel (nuid. o mopdderypo, og
vrobécovpe OTL €vag OpYOVIGUOG OMOKTA OOIKOIOAOYNTO, €KOVGLO 1 aKOLOLA,
npocPacn o€ dedopéva Tov amobnkevovTal 6To EELTVO TNAEPMVO TOV YPHOTH OC LEPOG
€VOC PEYOADTEPOV GLGTILOTOS GUVIOVIGUEVOV UETPOV Yo TN GOAANYN LVROTT®V LE
Baocer ta dedopéva (dragnet). O opyoviopdg oeod Mieyée Tto  apyeio,
CLUUTEPTAOUPAVOUEVOV TOV QOTOYPUPLOV TOv €xel Tpafnéel o ypnomg amd pio
EVOYANTIKY TPOcOTIKY acbéveln, cuveldnromotetl 6Tt Ta dedopéva. Tov givar dypnota
Kol To kotaoTtpéPet. [loté 0 xprotng dev Ba avakaAvyel 0Tt cuvERT. Ocotl eAéyyovv Ta
dedopéva Tov Louv 610 e£®TEPKS KOt OV Bl GLVAVTIIGOVY TOTE OVTE TOV YPNOTI, OVTE
KavEvoy GAAoV Tov tov yvopiletl. Eivat 606koAo va modpe 6Tt 0 0pyavicoc TpokIAEsE
{nuio oto ypNno pe ™ TPEYOLGA Evvoln, OAAG TOAAOL MGTEHOLY OTL M| OTOAELL
EAEYYOL TOV OESOUEVOV TOV, M E€IGPOAN OTOV TPOGOTIKO TOV YMDPOo, &ivor NoiKd
npofAnpuatiky axoun kor otav eivor avdmapktn n PAEPn. Ipdxeror yuo o

amodécpevon amd tn dsovroloyio. 22

[Ipdopateg peréteg delyvouv OtL or vedtepeg Yeviég &ivar  AyodTtepo
EMUPLAOKTIKEG OO TIC TOAOTEPES YEVIEG OGOV OPOPA TNV OVIOAANYY| TPOCOTIKMV
ninpoeopldv. Kabag eivar da0éciueg ot vanpeoieg ariniovyiog tov DNA amgvbeiog
TPOG TOV KATAVAAMTN, 1] ONUOCIO QVGT] TOV TPONV ONUOYPUPIKAOV GTOXEIV UTopel va
EXEL WG AMOTELEGLLOL TN SLOOIKTLOKT), OVOIKTT] O10KIVIOT TPOSOTIK®V TANPOoPoptdv. Ot
oLVERELES TNG EAEVBEPNC KOvOoToinong mbavdtata dev avayvopilovior Apeca, oAAL
o1 K{vouvol TPEMEL VAL TPOGOLOPLOTOVV LE GOENVELD. AVTO givor dtaitepa oNUAVTIKO

Y10 TOVG CUUUETEXOVTEG OE YOVIOIMUATIKEG HEAETES, KAOMDG N KOVOTNTO OVAyVAOPIOoNG

219 Bradley Malin and Kenneth Goodman, “Between Access and Privacy: Challenges in Sharing Health
Data,” Yearbook of Medical Informatics 27, no. 01 (2018): 55, https://doi.org/10.1055/s-0038-1641216
220 Price and Cohen, “Privacy in the Age of Medical Big Data,” 39-40.
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evog ao0evoic mov YPNOUOTOLEL TANPOPOPIEG GYETIKA UE YOVIOLOKEG UETOAAAEELS
kafiototon Suvar kot ot duvardtnTeg Yo épsvva o Big Data ovafadpilovron.??
[ToAhoil axtifiotéc amoppnTov Kot NOkNg vroopilovy T0 SIKAI®UN TOV ATOU®OV VO
KATEXOLV T OEGOUEVA TOVC. TNV TPOAYLOTIKOTNTA, 1) 1010KTNGi0 0edoUEVMV PpiokeTal
070 EMKEVTPO TOV OOV SLHAOGYOV ToW Ao TN GLYKATAOESN HETA OO EVIUEPMOT).
Evd 1 1010kt oio cuyva ovapEépeTor g TO SIKAIMLLO TOV VTOKEIUEVOV VO EAEYYOLV TO.
dedopEVO TOVG, UTOPEL EMIONG VO AVOPEPETOL GTNV KATOY] TVELHLOTIKNG 1010KTNGIOG
nov mopdystot omd TN xpnomn tv dedopévov. To dikaiopa eAEyyov TOV dEOOUEVOV
opiletor ®G TO JKOULOUO TOV ATEPLOPIOTOV BEUATOV Y10 TOPAKOAOVONON OADV TV
YPNOEDV OSOUEVOV KOl TTEPLOPICUO TV ovembountov ypnoemv. Duoikd avtd
TEPALAUPAVEL TNV KATOVOTGN TOL TO10G KATEYEL, ol dedopéva Kot yia Totdv okond. O
ELEYYOC OEOOUEVMV LEPIKEC POPES EPUNVEVETAL £TCL MGTE VA TEPIAAUPAVEL TO dtKaimLOL
otV Kkndgpovia dedopévmv. Me dAha Adya, To dTopa S1aTPOvV T dEGOUEVA TOVG Kot
amo@acilovv va mapdcyovV TPOGRUGCT) GTNV OWKOYEVELD, TIG VYELOVOUIKES apYES, M
EPELVNTIKEG OOKIUAGIES, OVALOYOL LE TO TL KPIVOUV KATAAANAO. 26TOGO, 01 TOAVEPIOES
TPOKANGELS OGOV apopd TNV ac@AAEln amodnKeLoNG JESOUEVOV KOl TOV EAEYYO
npocPaonc, avtitiBevioar 6 avtd o cvoTNUO. AKOUN Kot yopic v Kndspovia
OEdOUEVMVY, ONUOVTIKEG TEYVIKEG KOl TPOKTIKEG TMPOKANGELS oavtitifevior oty
VAOTOINOT QTG TNG £VVOLOG GTNV ENOYN TOV UEYAA®V dedopévav. T mapaderypa,
YL Vo €XOVV OUCLUOTIKO EAEYYO TO OTOMO, TPEMEL VO KATABAAAOVY OMUAVTIKTY
TPOoTAOELD YioL T GLAAOYN Kol KOTAVONOT TOV OE00UEVOV TOVGS, Y10 TNV KOTOVOToN
TOV GTOYWOV TNG TPOTEWOUEVNG £pELVAG, KOOMG Kot Yo TS dabéaies Bepameieg yia

OMOLASTOTE GYETIKY KOTAGTAGCT). 22

O Gilbert Beebe, emovrig emdnuioldyog, emonuaivet OTL Yo, va
OVTILETOTIGOVE TIG OVEAVOUEVES OTOLTIGELS TNG KOWVOVIOG HOG Yol TNV TPOANYN, T
Oepancio Ko ™V amolnpuimon d1apoOp®V VOSUATOV ¥PENLONACTE TEPICCOTEPES KO
aKpBEoTEPEG TANPOPOPIES CYETIKA UE TOVG TOPAyovVTeEG KvOOVOL Yio TV vyeia.
Qo1660, Ogv elpoote mPOBLUOL VO AVTILETOTICOVUE TIC EMATOCEL, OVTOV TOV
arortoewv. H wavomoinon tovg Bo amoitmoet kaADTePO GYedOGHO, EVOTOINGT TOV

VILAPYOVIWOV TANPOPOPLIIK®DY GUCTNUAT®V, TPOGHETA KEQPAANLO KO KATOLOL OLGTLLOVTT

221 Meller, “Benefits, Risks and Consent,” 4.
222 Dankar, “Informed Consent in Biomedical Research,” 471.
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Bucia Tpocomkol amoppriTon.??® 1o onueptvd TETOpEVO KAILA TOV POPOL Yo KAOTH
TAVTOTNTOG, Y10 TOPAPLACELS TNG WIWTIKNG (oNG Kol AALEG AveMIOOUNTEG TPOCHOTIKES
e6PoAEC, eival €DKOAO Y10 TO KOWO Kot TIG pLOGTIKES apyég va Tapafréyovy TG0
€0KOAO TO OAO KOt PEYOADTEPO ALY TEPLOPICUADV SVGYEPOLVEL TV TPOGROCT GTNV
wTpkn Kot 1 omupodcia vyeio. To avompd amodppNTO YO0 To. OESOUEVO UTOPEL Vol
VTOVOUEVCEL TIG TPOOTADELES Yoo KOADTEPN KaTavonor kol Peitioon g onuociog
vyetoag. [Na mapdderypa, n Kowvovio amolopfavel Tepaotio 0QEAN oTo BENa TG vYEing
amd Vv emdnuoroyikny épevva. Ot a&loonueinteg emitvyieg mepthapupdvovy tov
ELEYYO MOAAGDV HOAVCUOTIK®V aGOEVEIDV, TNV TOVTOMTOINGCT TOAA®Y KOPKIVOYOV®V
Kol GAA®V ETKIVOLVEOV OVCIOV KOl THV KOADTEPN KOTAVONGT TOV TPOTOTOM GOV
TAPoyOVTOV KIVOOVOL Y10, TOAAODS TOTOVG 0GOEVEIDV, CUUTEPIAAUPAVOUEVOV TOV
Bacwkadv ooy Bavatov otic Hvouéveg TloAtteleg, Omwg Kopoayyelokés Kot
avamveLoTiKEG madnoels. Avtéc ot eEeliEelg 00NyNoOV GE OMOTEAEGULOTIKOTEPT
POy acBeveldv, peimon Tov aptBod Tev avarnpudy Tov cyetilovial pe vOooug
kol agloonueiom advénon tov mPocdoKipov Long. Avotuy®dg, ®GTOCO, N TUXEWMS
av&ovopevn téon yio Tov TEPoptopd e TpOSPacmg oTa dESOUEVH £XELOT) EUTOSICEL,

1 &yel amokAeioet, T Sefayyn TOAGY PEAETOV [E TapOIOLovG 6TOYO0VC. 224

H n0ucm evbdvn mov Bo avardfet o 1atpdc o TNV THPNON 1 U1 TOL ATOPPHTOL
10V 000eVOVC dev umopel va Tov vtodeyBel amd kavévay mépa and Tov eavtd Tov. Eivat
po 0kn tov €uBvvn ywrl to ocvotnua vyelog eivor Wwaitepa TOAVTAOKO KO
npoPAémeTan va yiver axoun mo ovvheto pe v eEEMEN ¢ texvoroyiag. H wtpkm
nepiBalym dev elvar mAéov Epyo Ldvo ToL Y1oTpov aAAG oG ORAdOS TPOSOTWV. AVTO
onuaivel 0TL 10 amdppNTO, TAPA ToL OTL B pTopovoe va PNOBel amd ToV YaTpd TOL
avélafe Tov acBevr|, VT VIAPYEL TO EVIEXOLEVO VA dlopPELGEL OO KATO0 GAAO

TpdGmT.22°

22 Daniel Wartenberg and W. Douglas Thompson, “Privacy versus Public Health: The Impact of
Current Confidentiality Rules,” American Journal of Public Health 100, no. 3 (2010): 409,
https://doi.org/10.2105/ajph.2009.166249

224 1bid, 409.

225 @g0doomng Meleypivne, lazpucy HOucp (AORva: EAAnvucd Tpéppato, 2009), 89.
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AmOppNTO KO YEVETIKA dEdOUEVOL

O 01KOYEVEINKOC YOPOKTNPAG TWV YEVETIKMV OEGOUEVOV TAVTO TPOKOAOVCE
ov(NNoN OYETIKA pHE TO AmOPPNTO TOV UEUOVOUEVOV aclevdv, dStoc@aAiilovtog
TapdAANAa OTL Ol oTEVOL GLYYeveiG Toug Ba éxovv mpdoPacn oe mANpoYopieg TOLv
umopel vo oyeTilovion Pe TIg TPOSMTIKES EMAOYES TNG LYELNG TOVG Kot TG (MG TOVC.
H xAwvikn kaBodnynon otov topéa avtd €xel mhpet OA0 Kol TePLocOTEPO TN BEGN OTL O1
YEVETIKEG TANPOPOPIEG TPEMEL VAL EIVOIL EUTICTEVTIKES Y10l TIG OIKOYEVELES KoL OYL V1oL TOL
dropa (ov KOl 01 TPOCWOTIKES GUVENELES TNG YEVETIKNG OALOYNG Y10 £VO. GUYKEKPIUEVO
dropo Ba mpémel va etvar gumiotevTikéc). Ot cvvémeleg avtng g aAhayng B€cewmg
e&arkoAovBovV va amacyoAovV TOVg KAVIKOUG yratpovs. H épevva delyver 01t apketol
acBevelc POV TIG YEVETIKEG TOVG TANPOPOPIEG OIKOYEVELOKT] «1O10KTNGIo», OTL
ONAadN OVIIKOLV KOl GTNV  OTKOYEVELD TOVS Kot O)L OMOKAEIGTIKA LOVO o€ avTovg. Ot
emayyeApatieg vyelog OUMG, TIG TEPLGGOTEPES POPES, O1GTALOVV VO 0KOAOVONGOVY GTNV
TPAEN WO OIKOYEVELOKT TPOGEYYION OT0 OO TV YEVETIKOV TANPOGOPLOV,
avVNoLYOVTAG OTL VTN 1 6TAoT B PTOPOVoE VAL SLATOPAEEL TNV OIKOYEVELOKT SUVOLLLKN
N va KAOVIGEL TNV EUMIGTOCUVN TV acBevdv oTovg Ylotpovs. Mo mpoceat
dnuoockoémnon tov meprodkov British Medical Journal (BMJ), otv omoia té0nke 10
EPOTNUO EAV VILAPYOVV TEPIMTAOGELS KATO GTIG OTOIES €V AOdEKTN M KOtvomoinon
YEVETIKOV TANPOPOPLOV €VOG 060eVODS 6TOVG GLYYEVELG TOL YWPig T cvuyKatdBeon
00, 10 51% TV gpomOéviov omdvinos var kot 0 49% oy Or ynelaxég
TEYVOAOYIEG OMUIOVPYOVV OMUAVTIIKO EPOTNUATO GYETIKA HE TNV TPpOSPacn o€
TPOcOTIKEG TmANpopopieg. Or avaykes Kot To evilopépovia Kabe acBevoic
emnpealoviol amd 10 avOpOTIVO, PLGIKO Kot TEXYNTO, TEPPaiiov Tov. H amdpaom
evOg aTOHOL Vo omokThoel TpdsPfacn ota MAekTpovikd apyeia vysiog tov, N va
YPNOUOTOUGEL L0 VINPEGIO YEVETIKOV OOKIUDV otd To d1adikTvo, 0gv givar amimg
pio EmMAOYN EVOG ATOUOV, OALY [0l TPAEN TTOV SLOUOPPAOVETOL ATTO TOVG OTKOYEVELOKOVG
JECLOVE, TIG KOWVMVIKEG TOV GYECELS, TN CUVOEGT TOV LLE AAAOVS KOl TNV KOVATOVPQ TNG
Y®pog otnv omoia Cel. [N mapdderypa, éva dtopo umopel va éAel va potpaoctel kot va
ou{NToEL AVTEG TIC TANPOPOPIES YO TNV VYELD TOV LE TOV GUVIPOPO TOV 1 TO TOOLA

T0V. AVT| 1 ATOPACT] Y10 KOV XPNoT Kot GLETNOT TOV TANPOPOPLOV deV Eivarl o

226 Horton “Recent Developments in Medicine,” 704
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HETOYEVESTEPT] OKEYT], OALA TO ATONO UTTOPEL VO EXEL EK TOV TPOTEPWV OLUUOPPDOCEL
™V aroyn va avalntnoel Tic TANpoPopiec. Avtd T0 EMIMESO FLASIKAOV 1] TOAVUEPDV
HOPO®V ANYNG OATOQACEDY UTOPEL EMIONG VO JAPEPEL CNUAVTIKA HETAED SapOpmV

TOMTIGTIKOV KOWOoTHTOV.2%!

O1 gpguvntég evBappvvovTal OAO KOl TEPIGGOTEPO - HEPIKEG POPEG UTOPET Kot
Vo omotteiTon - vo. polpalovtal To EMIGTNUOVIKE TOLG OEOOUEVO, GTO OVOUO TNG
emotunc. Evod vdpyovv e101tkd puduiotikd miaiota yio ™ dmped opydvav, oilotog,
KATL., Yo To W0Tpikd dedopéva, Adym EAAEYNG KOTAAANAOL TAouciov, Ta dTopo Oev
UTOPOLV VO KOTOOGTHGOUV €UKOA Ol00éc1o To. OEOOUEVO TOVG Yl GKOTOVG
EMOTNUOVIKNG épevvag. [ T ProioTpikn £pguva avTd dNpovpyel o adkaloAdynT
acvpupeTpio. Avtd ta GUVOAL dedopEvaV gtvan Kpiowng onpaciog ywo tn Peitioon
™G vyeiag Tov TANOLGHOD Kot 1 SusKOAlX oL avTipeTOTilovY T dtopa 6T 01d0eon
TOV 0ITPIKAOV TOVG Ogdopévav mopaPidlel TiIc avTtOVOUEG AMOPACELS OVTMOV TOV
emBupodv vo cupPfdrAiovy oTn TPOMONCN NG WTPIKNG YVAOONS, OBETOVTOC TIC
TPOGOMKEC Tovg mANpogopiec.’® H mocoTIKOmOMGY TOL MEPLEYOUEVOD  TmV
TANPOPOPIDOV TOV YOVISIOUOTIKGOV OEOOUEVOV TOL amokKoAVTTovTal, Ba mpocOécet
cagnveln otn ddkacio. cuyKATABEoNS KOTOTY evnUEPMONG, OTav €vag acBevig
popdletal yovotumika dedopéva yia epevvnTikn xpnon. Eivol mibavov éva vrokeipevo,
7oV AapPavel HEPOG GE GLYKEKPIUEVN Epevva, Vo BELEL VO TEPLOPIGEL TOV OVTIKTLTTO TNG
OTTOKAALYNG TOL YOVIOLOUATOG TOV GTO LLEAN TNG OLKOYEVELS TOV, 1) Vo ToL {ntndel va
ocu{NmoEl Ue CLYKEKPUEVO WEAN NG oKoyévewns mpwv mpoywpnoel. H mapoyn
YOVIOLOUOTIKNG OVOVULIOG OLOUPOPETIKMY EMITEIMV GTO VIOKEIPEVO TNG EPELVAG, LE
Baon ta dedopéva g aAAniovyiag Tovg, pali pe po ektipnon g tbavotnrag yuo
LETEMELTO TOVTOTOINGT TOVS KO TOV OIKOYEVELOKOD aVTIKTLTTOV Yo KoBéva omd avtd
ta emineda avovopiog, Oa emrpéyetl otovg acbeveic va avtaAraEovv to oefacud oTo

amdpPNTO TOLG UE TNV — UE AATPOVICTIKA KivTpa - KON YPNOT TV dEG0UEVOV TOVG,

221 Fiske, “Data Work,” 6.

228 Jenny Krutzinna and Luciano Floridi, eds. “The Ethics of Medical Data Donation,” Philosophical
Studies Series, Cham: Springer International Publishing (2019), https://doi.org/10.1007/978-3-030-
04363-6.
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E0IKE OTaV TPOGPEPOVTAL €0EAOVTIKA VO LOPACTOVV OAEG TIS TOPUAANYES GTO

yovidiopd tovg.??°

Ooov apopd To amdPPNTO TOV YEVETIKOV TATPOPOPIDV Kol TOVS TPOTOVS TOV
avTéG o1 TANpoopieg pmopel va ypnoipomomBovv, 1660 ot acbevelg, 660 Kot ot
CUUUETEYOVTEG OE OLIPOPES €pevves, eKEPALovY GYedOV TAVTO [0 OTOVTIKN
ovnovyio, Wiaitepa 6cov agopd BEpata acparoTikig kdavymc. 2 Iepimov ot picéc
nolteieg tov HITA €yovv €101kég pvBuicelg mov Si€movv 10 YeVETIKO omdppNTo,
avayvopilovtog Eva evOlapEPOV amopprTOL Y10l YEVETIKEC TANPOPOPiec TOoV VITEPPaiver

TV avNGLYIOL Y100 TO AmOPPNTO GAAMY 10TPIKOV TANPoPopLHY.23t

Opnwc, mapd tn d€0VTOAOYIKT SEGUELGT TOL LALTPLUKOD KOGLOV Y1a T d10THPNoN
TOV OTOPPTTOL KOl TOV GERAG OV TNG WO TIKNG {ONG TV acOevmv, ot apéoelg £xovv
avayvVOPIoTEL €0M KO TOAD KolpO, GUUTEPIAOUBAVOUEVOV TOV TEPUTTAOGEDYV OTIC
omoieg M UN ATOKAALYT TANPOPOPLOV pmopel va mpokaréoel PAGPN oe Tpitovg. Amd
™V €vapén TV YEVETIKOV OSOKILMV £(el ovayvoplotel OTL M un amokaivym
OTOTEAEGUATOV GE GLYYEVEIS TOL ATOUOV OV TOAVOV va emnpealovtal SVCUEVAC,
EVOEYETOL VO EUTITTTEL GE QLT TNV KoTnyopia. g £K TOHTOV, U0 GELPA ETAYYELLOTIKMOV
KOl EMCTNUOVIKOV QOpEmV e&étacav €0v Kol TOTE 1 OTOKAALYT TOV YEVETIK®OV
OTOTEAEGUATOV Umopel va emrpénetal yopig T cvykatdbeon evog atopov. Xtic HITA
10 1983 n Emrponn tov [Ipoédpov yia m perétn tov d£ovioloyik®dv TpoPAnpdtmv
oTNV WITPIKY, T PloloTpikn Kot T GUUTEPLPOPIKY| £PEVVO, TPOTEVE OTL OTOV £VOG
acOevnc apveiTaL Vo EVILEPDOGEL VOV GUYYEVT] TOL TOL KIVOLVEVEL, 1 ITOKAALYT OO
TOV Y10Tpo O TV eMTPENT VIO TIC AKOAOLOEG TPOVTOBETELS: TPDTOV, | TPOGTABELN
YL ™) ANy cvykatdfeong Tov acfevoig Yo YvmGeTomoinon TV EETAGEDY TOL GTOVG
oLYYevelg Tov va €yl omothyEL. AgDTEPOV, VoL VTAPYEL LEYEAN TBavOTNTO VO TPOKAN el
BAGPT, €dv o1 mAnpoeopieg amocimmnBodv Kot TavTdypova ot TANPopopieg mov Oa
yvootoroimBodv Ba ypnoporomBovy pdévo yia v amotpon] PAAPNS. Ko tpitov, n

VOGOG TTOL AVOUEVETOL VO TPOKVYEL GE GLYKEKPLUEVA dTopa Ba Ttpémet va etvar coPapn

229 Christopher A. Cassa et al., “My Sister’s Keeper?: Genomic Research and the Identifiability of
Siblings,” BMC Medical Genomics 1, no. 1 (2008): 8, https://doi.org/10.1186/1755-8794-1-32.

230 Deborah Stiles and Paul S. Appelbaum, “Cases in Precision Medicine: Concerns about Privacy and
Discrimination after Genomic Sequencing,” Annals of Internal Medicine 170, no. 10 (2019): 717,
https://doi.org/10.7326/m18-2666

231 GQtiles, “Cases in Precision Medicine,” 718.
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Kal, Toutdypova, o mpémer vo An@eOBovV o1 KATOAANAES TPOQPULAAGLES MOTE Vo
dwopaltotel 6Tt Bo amokaAvEOOHV LOVO Ol YEVETIKEG TANPOPOPIES TOV ATOLTOVVTOL
v ™ ddyveon i kot ) Bepomeio g ev Adym vocov. Mia dekaetion apydtepa, o
emttpon Tov Ivatitovtov latpikng evékpive pia Tapdpota TpdTact, VTOIMADVOVTOG
0Tt B pImopovoE VoL LITAPEEL ATOKAALYN YEVETIKOV TANPOPOPLOV GE GLYYEVELG EVOG
OTOLOV, OTOV 1 YEVETIKN dtatapoyn €lvol TOAD O1EIGOVTIKY KOL LLE TN YVOOCTOTOIN G
TOV TANPOPOPLOV OLTOV B UTOPOVGE VO AVTILETOTIOTEL 1] Vo TpoAneOel. Opoiwg, M
Apepwcavikny Etapeia AvOpomivng evetikng €xel mpoteivel 6t pmopel vo vap&et
TOPOTPVVGT Y10 TV OTOKAAVYT TOV YEVETIKMV TANPOPOPLOV GE UEAT TNG OIKOYEVELNG,
OAAG TTPEMEL Vo LIAPYOVV  EEAPETIKEG TEPIOTAGELS Y. Vo OkooAoynBel m pn
OGUVOLVETIKT amoKAALYT), ONAadn ot Tpoomdbeleg evOGppLVONG Yo ATOKAAVYT TV
eEetdoewv and Tov acBevn va Exovv amotuyet, N PAAPN va elvar TpoPAEyun, va etvan
mBavo va enéABel Kat, Tavtdypova va eivar coPapr}, 0 GUYYEVIS TOL KIvouveDEL vaL Eivor
OLYKEKPIUEVOGS Kat, gite 1 PAAPT va pmopel va mpoAneBei 1 va avtipetomiotel, | 1M
£yKapn TopaKoA0VONGN Vo UTopEl Vo LELMGEL TOV Kivouvo Kat, TapdAinia, 1 {nuad
OV UTOPEL VO TPOKVYEL OO TN UN YVOGTOTOINGT, Vo bteptepel T PAAPNG amd )

yvootonoinon. 22

210V TOUEN TNG YOVISI®UATIKNG 1 EUTIGTEVTIKOTNTO CGYETIKO LE TO YEVETIKAL
dedopéva etvat 1titepa GNUOVTIKY. AVTEC 01 TANPOPOPIEG TEPLYPAPOVV EVIEXOUEVOCS
peAlovTikég aoBéveleg, aALd 6ivouy TaVTOYPOVA TN SLVATOTNTO EVTOTIGLOV TPOCHTMV
Y SleOpovg vopkovg 1 gpevvnTikovg okomovs. H  avtovopio Bewpeitor m
onuovtikotepn Prondikn apyn kot pe Paon avtr, To dropo umopel va emAEEet, akoun
Kol yopig kamowo Aoyikn otic, vo unv vtoPAndel oe yevetkég eetdoelg v avtod
KpiveTon amapaitnto, 1 va Py KovomomBovv o YEVETIKA TOL OE00UEVE GE GUYYEVEIS
TOL TOLG APOPOVV OVTE GTOVG £peLVNTES. H e 0vTd TOV TPOTTO AGKN O™ TNG AL TOVOUTNG
TOV OTOMOV, EKTOG TOV OTL 6TEPEL AMO TOVG GVYYEVELG TOV TN dvvaTOHTNTA VO TAPOLY
TPOANTTIKA  HETPOL. YL VO OVTIUETOTICOLV  KOAMOlES OLGAPESTEG UEAAOVTIKEG
KOTAGTACELS VYeloG, TOVG oTepel o€ peydrlo Pabud v dvvatdTTa AGKNOTG TNG OKNG
Tovg avtovopiag. Tavtdypova, N U KOWOmoinon anoTEAEGUATOV GTOVG EPELVNTES Oa
UmopovGE Vo dPACEL MG TPOYOTEIN OTNV EMCTNUOVIKT £PEVVO KOl KOT' ETEKTAOT),

EUUECA VO, GTEPTGEL EMIOTNUOVIKEG YVAOGELS TOV B0l 1 TOV GNUOVTIKES Y10l TV KOWVOTNTOL.

232 Qtiles, “Cases in Precision Medicine,” 719.
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"Eto1, n Kowvomoinon tev YEVETIKOV TANPOQOPIOV GTOLG GLYYEVEIS B pmropovoe va
exkANeOel ¢ TéAEl0 KaBNKOV, €VO TPOC TOVG EPELVNTEC G OTEAEG KaOnKov
oANAeyyOne.2® Metald tov TELElmV Kol TV aTEAdV KaOnNKOVIoV vIdpyst 1 sENg
dpopd. Otav éva dropo £xet Eva télelo kabnkov, Ba vdpyet Tavta £vo GAAO GTOHO
mov Oa Exel £va avtioToryo dikaiopa. Edv kdmolog £xel Ty vwoypEmon va. emMGTPEYEL
TOL YPLOTO. TTOL YPMOOTAEL GTO OUVEIGTH TOV, O OEVTEPOG £YEL TO OIKOUMUO VO TO
Aot OEL O TOV 0QENETN. Edv Opm¢ kdmolog £xet £va atedég Kabkov aAAnAeyydng
amEVOVTL GTOVG GAAOVG, Ogv €xel Kavelg ouyKekpluéva 1o dikaiopo vo agldoel Ty
Bonbewd tov. IMapott €xet OnAadn o yeviky vmoyxpémon Ponbelag mpog Tovg

GLVAVOPOTOVG TOV, KOVEIS 0TopIKd Sev pmopei vo anartioet T Bordetd tov.

Edv Aowmdv exinebel g atelég xobnkov m KOWOTOINGN TOV YEVETIKMOV
TANPOPOPLOV GTA LUEAT TNG OKOYEVELNGS, Ol OTOIEG TOVS APOPOVV AUEGH, TPOKVTTEL 1)
e€Ng avtipaon: to dTopo, acKOVTAG TV ovToVopio ToV, umopel va yivel vopoBEtng tov
€0VTOV TOV, OALG oTEPEL TAVTOYPOVE TNV 1d10 SUVATOTNTO OO T LEAT TNG OIKOYEVELA
tov. 'Etol 1 BovAnon oty k) tov mepimTmon ivarl Kot 6T 1K1 TOVg dev glval,
vopoB£ng, kdti Aoyikd avtipotikd. To Kabkov aAANAEYyONG ATEVOVTL GTHV KOWVOTNTO
etvar éva ateléc Kabnkov omévovit 6Tovg GAAOLG Y®PIC Vo VIAPYEL KATOL0G

ouykekpipéva vo, 1o ofidoet. 2

Mmnopel Aowmdv kémolog vo. VLooTNpiEel 10 OIKOiOUO GTO OmOPPNTO TOV
YEVETIK®OV TOV d€OOUEVOV OTTO TN GTLYLT] TOV 0pOPOVV AUEGH KATOL0VG AALOVG; Mmopet
VoL KPIVEL OTL OEV TOV GUUPEPEL, Y10 SLOPOPOVS AGYOVG, VO TOL ATTOKOAVWYEL, OAAG LTopet
avtd vo cuviotd dikaiopd tov; Edv cuvictovce éva télelo dikaimpa Oa Empeme va
avtiotoyel oe €va Kabnkov tov dAlov anévovii tov. To dwkaimpd tov, ™ un
KOWOTOINOMG TV TANPOPOPLDYV, Ba Empene Vo avTioTotyel 68 éva KaOKOV KATOU®V

aTOpH®V Vo unv yvopilovv TAnpoeopieg mov Toug apopovyv, arapaitntn tpobmddeon

233 Evdryyedog A. Tlpwrtonanaddxng kot Maipn Katdptn, «Ta Aedopéva Yyeiog wg EvaicOnta
[pocwnwkd Aedopéva: Yndpyer Kabnxov Kowomoinong;,» oto Bionbixoi [Ipofinuaziouor IV.
Aedouéva Yyeiog kar Ievetika Aedouéva, emu. Mapio Kavelhomoviov-Mnotn ko @epevikn
[avayomovrov-Kovtvatln (Abnva: Exdooeis [aralnon, 2019), 365.

24 R.F. Atkinson, Eicaywyi otqv HOw drlocogio. B'éx8. Metdop. amd ELévn Kalokoipoo.
Oeocalovikn: Zoyypovn IModeia, 2012, 35.

235 Evdryyerog A. Tlpwtonamadaing kot Maipn Kotdptn, «Ta Aedopéva Yyeiag m¢ EvaicOnta
IIpocwmikd Acdopéva: Yrdpyet Kabnrov Kowomoinong;,» oto Bionbixoi [pofinuotiouor IV.
Aedouéva, Yyeiog kou I'evenika Aedouéva, emp. Mapio KoveAhomoOAov-Mzdt kot Oepevikn
IToavayomovrov-Kovtvatln (Adnva: Exdédceig Iaralnon, 2019), 365.
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Yo va gival ot amopacelg Toug avtovoues. Oa elyav Kabnkov Aowmdv anévavti Tov va
amodeyBovv pudvo 0t Ba NBeLE va TOVG AmOKAAVYEL Kal LE BACT OQVTE VO ATOPAGIGOVV.
[Tpokbdmter Aowmdv 6Tl ekeivol TOLG OTOIOVE OPOPOLY T YEVETIKA dedopéva evog
ATOUOV, UITOPOLV VO OOLTAGOVY TNV TPOGROCT 0 QVTH, TPOKEWEVOD VA TAPOLY

OVTOVOUEC OmOPAsELS Yo TN (N Tovg. 2%

[ToAAég Bewpieg dikaroovvng vrroatnpilovv ) Béon 611, KGBe dTopo Exel TO
dwaiopa TpoécPaong o Pacikd kKovovikd ayadd, onwg wTpikn tepiBaiymn. Edv éva
dtopo Opmc, oev yvopilel 0Tt €xel mpodidbeon Yoo yevetikn dSwotapoyn (evd Oa
UTOPOLGE VoL TO YVOpPILlet), dev SLODETEL TIG OmaPAiTNTEG TANPOPOPIES Vi VO ovalNTHGEL
dwbéopeg Bepamneies. O wTpog PpickeTon TAvTO 6TO EMIKEVTPO TNG GLLNTNONG CYETIKA
Le 1o €6v Ba evnuepDGEL TOL LEAT TNG OKOYEVELD Y10 TOV Kivouvo. Agv éxet Lovo non
VIOYPEMON Y10 TNV TPOGTAGIN TNG EUMIGTEVTIKOTNTOS TOV a60evols, aldd odnyeiton
og 0Tl amoeAcels maipvel kot amd T Prondin| apyn g un PAGPNS. Edv o wtpog dev
EVNUEPMOOEL TOL UEAT TNG OKOYEVELNG, To omoia pali pe To HEALOVTIKG TOvG TToudid
evoéyetar va OlatpéEovv avENUéEVo KIVOLVO YEVETIKNG dloTapayng, MmTopel va
napofraletor n apyn e un kakoroinong. H amdeacn tov va unv evuepdoet Ta pEAN
™G OKOYEVEWNS OmA®S apapel kdBe mbavotnto kobvotépnong N Peitioong g
eupaviong ovumtopdtov. Katd ocvvémeia, n Asttovpyion dSnpdclog mOMTIKAG TNG
dnuocog vysiog propel va ypelactel va eTADGEL QVTA TO AVTICTOOUIGTIKA GLUPEPOVTOL

TV aTopov. >’

M tpocpatn épevva oYeTIKA e TG aféutes wTpikég mpaktikég otig HITA
vrodnAovel 6Tt T0 CRTNUOL €V Ol YTpol €YOVV KOONKOV Vo TPOEBOTOIOVV TOVG
oLYYEVELS TV aG0EVOV TOVG Y10 YEVETIKOVG KIVOUVOULS, TOVAGYIGTOV EVILLEPDOVOVTOG
TOUG 00OEVELG KOl GLGTNVOVTOG VO TPOELOOTON|GOVV TOVS GUYYEVEIS TOVS, TAPAUEVEL
éva Sk TIKO Ko aféPato CNTnpa, pe Ta TEPIocOTEPN SIKACTNPLO VO LITOoTNPilovy 0Tl
umopel va vapyet Eva 1€toto kabnkov, aAld o KaBopiopdg avtov tov kabnkovtog stvat

apéPorog.?®

XOoppova pe v apyn g ayaboepyiag eniong, kébe avOpmmoc Exel Tnv N0

vroypémon va mapéyel T Pondetd tov otovg dAlovg, edv dev BETEL pe avTd og Kivouvo

236 |bid, 362.
237 Fulda, “Ethical Issues in Predictive Genetic Testing,” 145.
238 Gtiles, “Cases in Precision Medicine,” 720.
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™ own tov Con. [a tov wrpd, n apyn ™¢ ayaboepyiag onuovpyel v ndkn
VIOYPEDON VO TPOCPEPEL TIG LUTPIKES TOV VINPESIES Y10 TO OPELOC TOV 0lGOEVOVG Ko
vo punv mpokarécel Tov mpokaréost nfeAnuéva PAAPN. H apyn g ayaboepyiog ot
eninedo yevikoh TAnBucpob Ppickel epapproyn, Adyov xdpn, oTn Ayn EVEPYELDY TPOG
omoPUYN G AOAOS0VS voG0V.2° Avtd onuaivel OTL 0 YoTPdS £xel vIOXPEWOT
ayafoepylog Kol amévovtl 6T0 KOW®MVIKO GUVOAO, €4V T evpiuaTa vOg acBevoic

aQOPOHV TO KOWVMVIKO GUVOAO Kol UTOPEL VO TPOKOAEGOLV i, LeyoAn PAGPN.

Eivor Aowmév éva {nuo 1010d{tepov evOloQEPOVTOS TO €AV TO UEAN NG
OLKOYEVELNG TTPETEL VOL EVILEPDVOVTOL Y10 TO, ATOTEAEGLOTO TOV YEVETIK®OV eEETAGEDV
N amotelel dikaimpo TOL OTOUOV VO, KPATNOEL LVGTIKY TNV YEVETIKY TOL TALTOHTNTA,
napd Tov Kivouvo mov umopel va dtpéyouvv kamotot aAlot ard avtd. H andkpoyn tov
YEVETIKAOV 0£00UEVOV £VOG aTOOL umtopel va 10mOel kot amd v mAevpd dAA®V NOKdv
Bepldv, NG OPEAPIGTIKNG, TNG KOWVOTIKNG Kol TG eAevBepilakng B€ong. Edv kdmotog
&xel 600 1 TEPIOCOTEPEG EMAOYES, O YVOUOVOS TTOL B TOV 00NYNGEL Vo EMAEEEL Elvan
ol cuvvénetleg mov Ba Eyovv ot mpdEelg Tov Kat, Oa TPEmeL va eMAEEEL VTN TOL MG
GUVETELDL OaL EXEL TN CUEYOADTEPT ELTLYIA Y10 pPEYalDTEPO aplOnd avBpdmmv». 240 T
TOVG MPEAMIIGTES TO PBApog TG TPAENG KpiveTal amd KOW®VIKN ®¢ el 10 mAgioTov
TAELPA, TPokpivovtag TO0 KOAO TOL cLVOAOL €vavtt Tov atdpov. H evnuépmon tov
oLYYEVGDV, TOV Ba TOVG £01vE TNV vKPia VO TAPOLY TPOANTTIKE LETPOL KO OTOPAGELS,
yvopilovtag Tt mpdkettal va copPel, etvan BéPato 6t Ba ad&ave T GLuVOAIKN guTvyio
amo Ot M avtifetn mepintmon. AkOUN Kot €4v OV VITPYE OPELOG LE TNV TPATY| LOTLA
Y10 TOVG GLYYEVEIG, Ol EMAOYEC TOV ONLLOVPYOVVTOL LLE TN YVAGCT KOt TNV TANPOQOpNoN
elvar oAb meprocdtepeg. AKOUN, hv pe BAoN TIG TANPOPOPIES TOL YOVIOLDUATOS, GTO
LEALOV TOLG TEPiLEVE O VOGOG Ypig Yvootn Bepamneia, kdmolog Bo Lmopovoe va Tel
OTL VTLAPYOVY TOAAG EPEVLVNTIKA TPOYPALLOTO, KALVOUPYLOL PAPLOKO OVOKOADTTOVTOL
OLVEXELD, N KO OTL TO G010 TEKVOTTOINoMG Ba amoppimtovtay e TOV KIVOuVO amOAELNG
TOV ATOUOV — LEAAOVTIKOD YOVEQ, TNG KANPOVOUNONG TNG VOGOV GTO TToidi — LEALOVTIKO
ndoyovia pe 6,1t GUVETAYETAL AVTO Kot TNV €makolovdn duvnrtikny emPdpuvon Tov
KOW®VIKOD GUVOAOL. O TPOGLUTTOUATIKOG EAEYYOG YIOL TNV AVIYVELGON TNG KVGTIKNG

tvoong otic HITA eivan amotédespo Tov @@EAUGTIKOD TPOCAVATOAMGIOD TOV 1 TPOV

239 Yravpovra anadodnuo, «Blonducéc Apyéc» oto latpixii Evdovy ko Asovrodoyia, n-Taén EKIIA
(May 27,2011), 10, https://eclass.uoa.gr/modules/document/file.php/MED317/Bionfikéc apyéc.docx
240 @coddo10¢ N. Ieheypivne, HOwr driocopio (AOva: EAnvucé Tpappota, 1997), 99.

93


https://eclass.uoa.gr/modules/document/file.php/MED317/Βιοηθικές%20αρχές.docx

onuoocwg vyelag mpog TV vyela tov TANBLoUOL Ko, €miong, TOL EAEYXOVL NG
Boacoapiog oe KAmoleg GALES xOpec. 24! Ao TV OmTIK G U1 ATOUTNTIKAG LOPPNS
OLVETELOKPOTIOG, €dv I PAGPN mov Ba vwootel Kamowog and o TPAEn elvar pkpn
0ALG TO OQPELOG KATO0V AAAOL UHEYAAO TOTE O TPATOC MPEMEL VO TPOYWPNCEL OTNV
paln. Amoutel g pukpn Bucio EvOg TPOCOTIKOD GUUEEPOVTIOS GTO TOPHV Yo EVa

GUVOAKO OPELOC 6TO PEAAOV. 242

M GAAN mpoomTikn M Kootk Oa €0tve Euepaocn otig nowéc atleg pog
OLYKEKPIULEVN S KOOt TOS. AVTi va 6Tnpilovion anmokAEIGTIKA o€ Eva AoY1oTIKO Bapog-
OPEAOG Yo TV Kowvmvia ot ano@doelg Pacifovtal, ETTALOV, G KOWVOTIKOVG KAVOVEG
ot omoiot meplhapfdvouv apyéc orinieyyime. Ot TPOCLUTTOUOTIKEG EEETAGELS
eEAPETIKA JIEIGOVTIKAOV YOVIdI®V ival Guyva o amdeact Oyt LOVO TOL ATOUOL OAAG

KoL TG otkoyévetog. 243

O ovvnbéotepog AOYOG Yoo TOV 0TOi0 €vol AITOHO UITOPEL VO KAVEL YPNOT TOV
OTOPPTTOL TMV YOVIOLAK®V TOV OE00UEVAOV ATEVOVTL GTOVG AALOLGS Elval, TPOPAVAOS, TO
TPOocOTIKO 0Qerog. [d10tereig Adyor, d1dpopor eoPot 1 pofieg, tO 0dnyoldv vo unv
KOVEL YVOOTA TOL YEVETIKA TOV dedoUéva, T 0Toio OUMC, OPOPOVV EKTOC amd TOV 1010,
T LEAN TG OKOYEVELA TOL KOt i6m¢ Kot o péEAN g kovotntag. Onmg n mapaPioon
NG EUTIOTOCVVNG TOV 060eVODS HUopel var EYEL KOTAGTPOPIKEG GUVETELEG Y1aL T GYEOT
10Tpov ac0evoig, Tig 101eg pmopel va £xet, av Kot Oyl TOG0 QUECES, APO Kol EUQAVEIS, M
nopafiocn ™C EUMIOTOOVVNG OTN OXECT TOV OTOUOV KOl TNG KOWOTNTOS, OTNV
TEPIMTOGN TOL TO GTOUO OTOPAGIGEL VO OTTOKPVYEL Uio YOVIOLOKT] TANPOPOPIn TOL
aQOpPA TNV €LPVTEPN OIKOYEVEWD KOl GTOpo. TNG Kowotntdg tov. IIpodider v
EUMIGTOGVVT TNG KOowotntog, n omoio Bewpovoe 0TI, COUPOVO PEe TNV Py TNG
aAANAEYYUTNG, Onc N 1O Tov Tapelye TPOSTAGIO Kot ACPAAELD OC UEAOS TNG, KOTA
TETO10V TPOTO B0 GLUTEPLPEPOTAV KO TO ATOWO ATEVOVTL TNG, O TposTafovoe dnAaom
va TPOPLAGEEL TOVS GVVAVOP®OTOLG TOL atd OV PAAPN KoL Ot LOVO TOV E0VTO TOV.

O Rawls dAloworte, «kotadikdlel ToV EYOIGHO OG TOV KUPLOTEPO ATOGTOHEPOTOINTIKO

241 Fulda, “Ethical Issues in Predictive Genetic Testing,” 143.

22 AMuntpo Bayevé, «HOwh Evioyvon, Edevdepia kat 1o Mnydvnpa tov @gov. Julian Savulescu and
Ingmar Persson,» Conatus 2, no. 2 (2017): 17-18, https://doi.org/10.12681/conatus.15991

243 Fulda, “Ethical Issues in Predictive Genetic Testing,” 145.
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napdyovto T Kowvmviacy.?** To dTopo mTov amokpHTTEL Amd TNV KOWOTNTA KO TNV
O1KOYEVELL TOV 1oL TANpOPOpPia, 1 YVMGT TNG 0TTolag Umopel vo amocofnoet pa BAGPN,
dpa EYOIOTIKA, TPOSIOOVTAG TNV EUTIGTOCHVN TNG KOWOTNTOG KOl YIVETOL O KUPLOTEPOG
AmooTaOEPOTOMTIKOG TaPAYOVTaS, TapaPitdloviag TV apyn TG GAANAEYYONG OYETIKA

LE TOL LEAT] KO TNG KOWOTNTOG KOl TNG OIKOYEVELAG TOV.

O ghevBeprokoi, avtifeta amd TOVG OPEAICTES, TIGTEVOVV OTL 1| TPOCHOTIKY
avtovopia &yxet vynAotepn NOn aio. Oewpodv OTL KAOE dTopo £xel To dtKaimpo Vo
AapPavet T1g d1kég Tov evnuepouéveg amopdoels. Ta dtopa £xovv 10 dkaimpo otV
WoTtikdTTe, 6TV eAevbepia Tov Adyov Kot otV eAevBepia va mpdrtel dnwg ekeivo
Kkpivel. Xvvémelo g avtovopio glvar 1o 0Tl T0 KAOe dtopo €xel 10 dikaiopo vo
Aoppaver po TeEKUNPLOUEVT amd@aon HeTd and enapkr] TAnpoedpnor. Evardketton
Aowmdv 610 Atopo va emAéEet edv Ba evnuep®doel Ta PEAT TG OKOYEVELL TOL 1 OL.
Emumiéov, vrdpyet to B€pa g epmiotocuvng petald tov tpod Kot tov acfevoic. Ot
10TPol oVOUEVETOL TOPAOOGLOKA VO VITEPACTILOVTOL T SIKOLMUATO, OTOPPTTOV TMV
acOevov, eKTOG amd TIC MEPIMTMOELS VIOYPEDTIKNG, and TO VvOouo, avaeopds. H
napofioacn G EUMGTOGUVNG TOL LEAPYEL 01N oxéon achevoig Kot atpov Oa

LTOPOVGE VO £YEL KOTOGTPOPIKES GLVEMELS. 24

Eivar cvuyvn dAlmote, n cOyKpovon Tov dtkaldpatog tng elevbepiog evog
OTOUOV [E OVTO TOL POIVETOL VO EIVOL 1| KAADTEPT ETIAOYT] Y10 TO KOW®VIKO GUVOAO
sivan 131aitepa ovyviy o Bépata dnpoctac vysiac.*® Yrdpyst emopévoc pia mbovi
OVYKPOLON SKAIOUATOV HETAED TNG TPOGTAGING TOV OIMTIKOV OITOPPNTOL KOl TNG
KOWOTO{NOTG TV YOVIOLOUATIKAOV E00UEVOV, AGY® TNG SNUAVTIKOTNTAS TOVG, Y10 TV

gupvTEPN KowvoTnTa. 24

H emhoyn petadd g oeelyuotikng kot e Béong tov edevbeplaxdv pmopet
pepikés eopéc va givar duokoin. H un evnuépmon tov peddv owoyévelng M g
KOwotntog, ne Paon v elevbepraxn 6€om, umopel va d10pLALGGEL TO dikaimpo 6TV
elevbepia Tov atdpov aArd mapafidlel v apyn ™ un kakoroinone. Ta dtopa g

owoyévelag dgv Ba £xovv TV gukopio va TAPOLVV TO ATOPOLTITO TPOANTTIKAE HETPAL

24 Mavoayiotg T Hovralaxog, HOucj kow MetanOicri (AOvo: Ivetitovto tov Bifiiov — Kapdapitoa,
2015), 105.

245 Fulda, “Ethical Issues in Predictive Genetic Testing,” 145.

246 |bid, 145.

247 McGonigle, “Genomic Data and the Dividual Self,” 2.
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vy TV vyeia toug. H opeAyuotiky] amoyrn meptAapfdvel Ty eviuépmon ToV HEADV
™G owoyévewng yw ™ mlovny owTapoyn uHe Pdon TG yevetikég efetdoel,
nepropilovtag £161 10 dkaimpo TG EAeVOEPING TOL ATOUOV KOl TPOKPIVOVTOG TIG OPYES
™G Un Koakomoinong kot g ayoboepyiog mov Oa amopépovy peyoldtepo OQEAOG
ovvoAlkd. Edv vioBetnbel n piledenBepn dmoyn, Ba eaptnbel amd v emiloyn Tov
SKOOUOTOG €VOG ATOLOV VO KAVEL TIG OIKEG TOV EMAOYEG, EVAVTL TOV OTKOULMUOTOC
TOALDV ATOUWOV VO KAVOLV TIG d1kéEG Toug emhoyég. H ehevBeprakn Bewpia emtpénet oe
éva dropo va amogacicetl edv Oa vroPfindel oe e&etdoelg kot €4v Bo KOWVOTOMGEL TO
OTOTEAECUOTO, TTOPA TOV OTL TPOKVLATEL OTL APOPOVV GUECH TO KOWMVIKO GUVOAO.
Mmropei va. @ofdrat Tic S10KpicELS 1) TV KOWVOVIKT AoUOvV®S™ Oyt LOVO Y10 TOV E0VTO
TOV, OAAQ KoL Yoo ToL LEAT TNG O1KOYEVELXG TOL. To va unv yveooTomocel KAmolog ta
YEVETIKA TOL dedopéva gviote, pmopel va mpootatehoel Tov idto kKo vo {foet
gvtuyopévn {on Kot 1 emAoyn Tov avt Ba propovce va vrootnpileTor emiong ko
oo TO OWKOIMUO AYVOlaG TOV LEADY TNG OKOYEVELNG, MOTE VO LTOPOVV VO, KAVOLV
emAoyéC yopic ™V apvntiky emppor ™G mboavoTnTag voonong oto puéikov.?4® H
€k0eon YOVIOLIOUOTIK®V 0ed0UEVOV UmopEl Vo emnpedosl evkaipieg amaoyOAnong M
yapov. H dnpocila amokdAoyn tov yoviSLoHoTIKGOV d£d0UEVOV UTOPEl VO TPOKOAEGEL
Inuiég o ouyyevn dtopa, Tov Bo PToPOLGAV VO, LTTOGTOVV dlaKPIcELS MG emakdiovbo,
Wwitepa €dv To. Atopo €00V LYNAG KIVOLVO aVATTLENG KATOWG KATPOVOUIKNG
acBévelnc. Avtd onpovpyel TEPIGGOTEPO EPOTNUATO GYETIKA WE TNV ATOUIKY 1
GLALOYIKY] GLYKATAOEST KOt TO. OPLOL TOL TPOCMOTIKOV KOl OIKOYEVELOKOV OTOPPNTOL.
[Ipoxdmter 10 O{ftnpa ™G €5100pPOMNONG TOV OTOMKAV OSIKOIOUATOV HE T

SUCOUDLOTOL TOV LEADY IO OIKOYEVELOG 7| P0G KovoTnTac. 24

H dyvoua, vrootpilovv kdmoiot, Ba propovce va otnpiybel otnv apyn e un
Kakomoinong. H yvoomn kamotwv PEALOVIIKOV KOTAGTAGE®V, £ivol duvatdv HeEPIKES
QOPES, 0L LOVO Vo UnVv TpocPépet Bonbeta 6To Atopo aALE TOVVAVTIOV, VO TPOKAAEGEL

TOAD OLGAPECTEG KATAGTAGELS.

Ot Kielstein kou Hans-Martin divouv éva mapdderypo piog yovaikag 55 etomv
VIO ApoKABUPoT TOV SAYVOOTNKE MG POPENS OGS KVPIOPYNS YEVETIKNG O10TOPAYNS.

OLTOCMOUOTIKY KVplopyn TOAVKVLOTIKY veppikn vocog. Eiyxe téooepic yiovg mov

248 Fulda, “Ethical Issues in Predictive Genetic Testing,” 154.
249 McGonigle, “Genomic Data and the Dividual Self,” 2.
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vrofAnOnKav o yevetikd Eleyyo kol TovTomombnKay Kot ot téocepis og eopeis. O
évag amd Toug Y1oHg ™E NTav 32 £TOV Kol TOTEPOS EVOG TAd0D 6 £TOV Kol OTOV
AVETTVEE Y10 TPMTI POPE CLUTTMOUOTH TOAVKVGTIKNG VEPPIKNG VOGOV, QUTOKTOVIGE.
O éAhog yio¢ mov fTav 30 TOV, YOPICE TN YLUVOIKO TOV Kot TOOANGE TO GTITL TOLS Yo
Vo eumodicel T yuvaika tov vo Kataotpoeel pall Tov 1 va kdvovv owoyévela. Agv
elye mpoPAnuota €mg v nAkia tov 54 etdv. O tpitog y10¢ 25 etV donoe v
apPAPOVIOCTIKIA TOVL Y10 TOV 1010 Ady0. Apydtepa méBave amd dAAN aitio, yopic uéypt
161E Vo avantOéel copmtopato. O tétaptog Y10 Ntav 21 €TV 0TavV SoyVAOCTNKE G
eopéag. Eykatédetye to oyoieio ko Bprke pia koA dovield v va {foet ) (o1 610
énakpo. Aev mavipevtnke moté. Tnv otryun g dnpocicvong tov dpbpov ntav 42 etmv
Kot dgv gixe moté eupoavicel ovuntopota. To mopdderypo oaVTNS TG OIKOYEVELNG
KOTOOEIKVIEL TTOG 1 YVAOON MO YEVETIKNG Olatapoyne wbel tovg avBpdmovg va

LopBévovy amopdoelg mov arlalovy tn {mn tovug. 20

210 avoTEP®O  TAPAdEIYUO  KATO0C PAEMEL  epOVAS TO  dLGAPECTA
ATOTEAEGLOTO TTOL UTOPEL VAL EXEL 1) YVOOT T®V SVCKOAM®MY TOV EXPVAACTEL TO LEAAOV
og Kamolov. AALG vrhpyel TOALATAAGIOG aPlOUOG TOPAdEYUAT®V, GOUPOVA LE TO
omoia 1M Yvdon TOV aTtOU®V Yo Thove SVGAPESTO LEALOVTIKG YEYOVOTA, £JpACE LE
avtifeto Tpoémo. H yvdon evog atdpov yia €vo ducapesto LEAAOVTIKO YeYovos, umopel
va givarl ekelvn M TapapeTpog mov Ba amotpéyel To SVGAPESTO YEYOVOG 1], £0TW, Oa
LEWOCEL, HEC® NG TPOANYNG, TIG OPVNTIKEG GUVEMELEG YO, TO 1010 TO ATOMO, TNV

OWKOYEVELD TOV KO TNV €VPVTEPT KOWOTNTO.

Mo ta pédn dpmg g owoyévelag Bewpeitar tL VLdPyEL TO dKoi®U TG
dyvowoc. Ta péln g owoyévelag stvor mBavo vo punv Béovv va pdbovv yuo toug
KIVOUVOUG OV TEPIKAELEL o YeveTikn olatopoayn. To dwoaiopo ™g un yvoong o
HTOPoVGE Vo VTOSTNPLOEL amd TV apyf TS un kakomoinonc.?! Kéamowog 6pmg Oa
UmopovGE va avTiTeivel OTL OV €ival 1) YVAOOT 0T TOL 00MYEL TOL LEAN TNG OIKOYEVELNG
TOV TOPOOEIYILATOG, VO TAPOVY OVTEG TIS OmoPAceEls. OTol0conToTE AALOG Uopel va
elye (o EVIEAMG SLOPOPETIKN OTACT AMEVOVTL GE OTN TN YVAOOT Kol 0VTO aKPdS
delyvel 6TL dev glvor 1 yvoon kabovtr], Tov ONovpyel To alcHNUOTO LOTAUIOTNTOG Kot

OMEATIOIOG GTOL LEAT TNG OIKOYEVELOS, AL 1) YVOUT TOLG Y10 VTN TNV CUYKEKPLULEVT

250 Fulda, “Ethical Issues in Predictive Genetic Testing,” 145.
251 Fulda, “Ethical Issues in Predictive Genetic Testing,” 145.
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yvoon. Agv givol To TPAYUOTO TOV TOPAGOVY TOVG AvOp®OTOLS OALL Ol TEPl TV

TPOYHATOV YVOUES. 2

H dyvoia mepropilel o dtopo Aoyw EAAEIYNG TANPOPOPLDOV, TOV TOL GTEPOVV
TN OLVOTOTNTA VO TTAPEL U0 ATOPOCT] TEKUNPIOUEVT KOl VO OCKTGEL TNV OVTOVOIa
tov. H mpoPoir| evdg dikaudpatog oTtny dyvola 0V auEAVEL TNV GLTOVOUIN TOL ATOLOV,
KATL TOV €K TPAOTNG OYEMG UTOPOVLLE VO VTTOOEGOVE, OAAGL TN LEUDVEL Kot Y1, TO AdYO
avTO OV Umopet to dkaimua TG ayvolog va otnpiybel oty £vvola g avtovouioc. H
TANPOPOPNON Elvar TAvVTO EAMTNG 6€ OAa T Bépata mov pag amacyorovv. [ldvta Oa
VILAPYEL KATL TOV TO ATopo Ba ayvoet Kot ToTé dev Ba TeTOyEL TV TAN PN Yvdor. O,
etvat dALo va unv £xel ) duvatotnTa va yvopilel kot AL «va ETAEYEL VO TOPAUETVEL

adang, TapdTL £l TV ELYEPELD Ve YVOPilem. 2

ATOpPNTO KO POPUAKOYOVISIMUATIKN

H efatopikevpévn wotpikn elvar €voag 0pog mov ypnoipomoteitor yo v
TPOCAPLOYY] PAPUAK®OV OTO ATOHO Kot TEPAAUPAVEL, KAT  €AAYIGTOV, TNV 0TPIKN
e€étaon, 1o OKoyeVEWNKO 16TOPIKO Kol QopuaKkoyevetikés eEetdoels. H mpdoPaon
AomdV € OTOUIKES TANPOPOPIES PAPUAKOYEVETIKNG Bl £xEl £val KOBOPLOTIKO pOLO GTN|
vlomoinon e, amoterdvTac o Ty eéatopkevpévov dedopévav. >4 AvEavovtag
11 dféoec TAnpoopieg yia v a&loAdyYNoT TG POPUOKELTIKNG Oepameiag kot T
akpifeld ommv avtotoiylon TOL CWOOTOV PUPUAKOL OTO OW®GTO ATOUO, 1
Qoppokoyovidtmpatikny Ba aAldEel To TpOTLTO TEPIBAAYNG TTOV 1GYVEL Y1oL GAOVS TOVG
acBeveig, pe amoteleopatikdtepa Kot ac@aréotepa eappaka. [TAnpopopieg oyetikd
LLE TO YOVOTLTO TOV OTOLOL Elvat OAO KO L0 GNUOVTIKES Y10, TV AGPOAT] POPUOKEVTIKN

ayoyH kol 5ocoroyio.?>® H mAipnc epoproyy TG QOPUOKOYOVISIOMOTIKY KAl TG

2 ABavéciog A. Tookvaxng, Exiktyrog, Eyyeipidiov, Tepd Apyoiot EAAveg Tuyypageic

(®eoocarovikn: Bifaofapdia Exdotikn O@ecoarovikng, 2005), 24.

23 Evdryyerog A. Tlpwrtonanaddxng, Kiwvoroinon kot BionOur. Kiwvomoinon Avlporwy xou
Awcoacdporo (Ava: Exddoeig Iaralnon, 2013), 117.

24 Overkleeft, “A Bioinformatics Approach to Pharmacogenomics,” 1443.

2% Rothstein, “Implications of pharmacogenomics,” 228.
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eCatopkevpuévng Bepomeiag oy vyelovoukn mepiBoiyrn Ba amoiToel EMTUKTIKEG
oAoyéG oV vopoBeTikh Tpostasio T WimTtikig {oMe.?*® H avetnph tpnon tov
AmOPPNTOL, HE OUPOPES VOMIKEG OTAEES TOL  ouvey®G oav&dvouy TNV
EUMIOTEVTIKOTNTO, Elvar TOovVO O6TL Ba duoyepdvel TNV TPOGPOCT) GE PAPUOKOYEVETIKES
nAnpogopiec. To yovidrakd TpoPid Ta ETOUEVA YPOVIQ AVOUEVETAL VO, EXEL KOTAAVTIKO
POAO OTN BEPUTEVTIKY| OVTILETMMION KOl 1] QVGTNPN OTOKPLYT TOL omtd ToV acOevn,
Yl0. OTIOLOVGONTOTE TPOCMOTIKOVG AdYovs, Ba duoyepdvel ) SloyvwoTiK dladikacio

Kot TN Ogpamevtikny TapéuPoo.

Onwg kol pe  OmOWONTOTE  yeveTiky] e&étacm, €161 Kol pHE  TIG
(POPUOKOYOVISIMUATIKES SOKLUES, avEAveTaL N TOOVOTNTO TO ATOTEAEGUOTO VO EXOVV
EMNTMOCELS 0T UEAN NG owoyévelns. o mopddetypa, Ui QOPLOKOYOVIOLOUATIKY|
e&étaon evog asBevoig pmopel va 0dNYNGEL GTNV AVAKOALYT HOG TOPOALAYNG, TOV
VRTOOMADVEL oNUAVTIKO Kivouvo Yoo v avdmtuén piog mafoloyikng Katdotaong,
CLUUTEPIAOUPOAVOUEVIC KOl oG avemBountng evépyelag omd &€vo GLYKEKPIUEVO
eappako. H avadelEn avtig e YEVETIKNAG TANPOQOPING EVOC OTOHOV VTOJEIKVIEL
oLyva OTL Kot ot otevol Proroywcol cuyyevelg Tov evdéyetar va EPOLY OLTH TNV
naporiayn. Opiopévol woyvpiomnkav 0Tt avTd elvar po gukopio TPOGTAGING TMV
HEADV TNG OIKOYEVEWG Oomd TOV EMKEIPNEVO KivOuvo Kot Umopel, o€ OPIOUEVECS
TEPMTMOGELS, VO, SNULOVPYNGEL TV VIOYPEDGCT] GTO YIUTPO EVIUEPMOOTNG TOV UEADY TNG
owoyévelas. [Tapdro mov eivar aAnbeia 0Tt o1 emayyedpotieg Tov Topéa TG vyeiag eivon
VIOYPEMUEVOL VO, TPOSTATEVOVV Tpita LéPM omd PAAPES, GE OPIGUEVEG TEPUTTMOOELS OEV
elval kaBolov capég 6Tl avt N voypémon Ba epapuoloTav o1 TAELOVOTNTO TOV
TEPUTAOGE®V TOL oyetilovrtal pe yevetikd kivovvo. Katapydc, 016t kdbe vroypémon
npootaciog €vog Tpitov, cvumeptiapfovouévov evog HEAOVLG NG owkoyévelag, Oa
TPENEL VO LIGOPPOTEL [LE TO GEPAGLO TNG EUTIGTOCVLVNG TOV 06OV, AVt 1 avnovyia
elval 1010iTEPA GNUOVTIKY] OTN YEVETIKN OOV opiopéva gvpnpota givol mbavov va
Bewpnbolv 611 otrypatilovv Waitepa tovg acbeveic H cuviotdoa Privacy Code tov
vopov mepi popntoéTTOG Kol Aoyodooiag yo v acedion vyeiog (The Health
Insurance Portability and Accountability Act (HIPAA)), mov dnpooievdnke otig HITA
10 1996, £€Bece o epapuoyn, petald dAlmv, TpocHetn TpooTacia TS WIWTIKNG (oG

evog ae0evong, amayopevovtog THOVMG TNV OTOOEGUEVCT] YEVETIKOV OMTOTEAEGUATOV

2% Ginsburg, “Genomic and personalized medicine,” 277-87.
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oTa PEAN TNG OKOYEVELIC YOPIG PNTH Gdeta Tov asevoc. 2>’ "Evag GALOC TopdyovTog
oL ePLopilel 1o TEGT0 VILOYPEWONG TPOELOOTOINCTG TOV LEADY TNG OIKOYEVELNG ETval
N mOavoldynomn Tov avemfountov 1aTpik®dv copPfaviov. AkpiPag emedn €vag
acevig el Ol YEVETIKT TTOPaALyT] LYNAOD KivdHVoL dev onpaivel 6Tt KAmolo HEAOG
NG OWKOYEVEWS B QEPEL TN OYETIKN  TOPOAAMYT] Kol TN OEIGOVTIKOTNTO  TOV
YOPAKTNPIOTIK0D. 28 AV Kat 01 TPEYOVGES KOVOVIOTIKES EPHNVEIEC TOV OLOCTOVS0KOD
vopov Tepl PopnTOTNTOG KOt AoYodosiag Yo TV ac@dAiion vyeiag twv HITA, paivetat
VO EMTPEMOVV TN UN GLVOIVETIKN OTOKAALYN YEVETIK®OV TANPOPOPLDV, KOTOTLY
OTNLOTOG TV YIOTPADV, GTOVG GVYYEVELG £vOC 0o0eVODE TV 0moimVv 1 1atpikn Oepameio
umopel va ennpeaotel amd avTEC, Ol YTPOl £XOVV TN OLOKPITIKY ELYEPELD VO LNV

OTOKOADYOLV OVTEC TIC TANpOPOpic.2>®

H av&avopevn avaykn yi kown ypnon QopLOKOYOVISIOUOTIKGOV OE00UEVOV
YL EPELVNTIKOVS GKOTOVS ALEAVEL TNV EVTACT] LETOED TOV YOVISIOUATIKOV OTOPPTTOV
Kot TG avaykng yuo kowvoroinor. Kabwg ta yovidiopatikd dedopéva dgv pmopovv va
avovVLOpoTombovv, pe amdAvTo TPOTO, JTNPAOVINS TOPAAANAL 0L TANPOPOPIES TV
O gpevvnTikn a&ia, avtd amoteAel Eva kevrpkd BEpa dapdyng. And ) pio TAcvpd
ot minpogopieg elvar amapoitmteg yoo TV mopoyn kot PeAtioomn Tng 1oTpKng
nepiBalymg Kot T emTuNUEVT SLEEAY®YN TG PAPLOKOYOVIOIOUATIKNG Epguvag. AT
mv GAAN  TAevpd ot TANPOoEopieg SLVNTIKA UTOPOVV VO GUGYETICTOLV UE Vi
OCUYKEKPIUEVO GTOUO KOl G €K TOVTOL BePOLVTOL WOIMTIKEG TANPOPOPIES Kot

gumintovv otov Ieviké Kavoviopd Ipootasiog Aedopévav (GDPR).20

‘Eva emmAéov TAEOVEKTNLLA TOV QOPUAKOYOVIOLOUATIKOV £EETACEMV gival OTL
a&10A0Y00V TG HETOALAEELS TG PAACTIKNAG YPOLUUNG TTOV Oev LETARAAAOVTOL KOTA TN
duapketa g {ong evog acBevoig. Emopévmg ta dedopéva mov dnpiovpyovvtot amd po
eoppokoyevetikn e&étaon Oa propovcayv va ypnoipomoinfodv yio va kabodnynocovv
TIG LEAAMOVTIKEG ETAOYEC QapUAK®V Yo ToV 1010 acbev). Avtd umopel va avénoet v
a&lo Tov 0edopEVAOV TOV dNUIOVPYOLVTOL OO AVTEG TIG OOKIUEG LE TNV TAPOSO TOL

xpovov. H peyiotonoinom opme g a&iog Tov anoteAeGUATOV TMV QOPUAKOYEVETIKMV

27 Kyle B Brothers, “Ethical issues in pediatric pharmacogenomics,” The Journal of Pediatric
Pharmacoly and Therapeutics 18, no. 3 (Jul 2013):192-8, Https://doi.org/10.5863/1551-6776-18.3.192
258 Brothers, “Ethical issues in pediatric pharmacogenomics,” 195.

259 GQtiles, “Cases in Precision Medicine,” 722.

260 Qverkleeft, “A Bioinformatics Approach to Pharmacogenomics,” 1446.

100


https://doi.org/10.5863/1551-6776-18.3.192

eEetdoewv amortel o1 wTpoi va £xovv TpOGPacN Kol Vo EPUNVEDOVV T OTOTEAEGLLOTOL

TOV SOKILGOV TOGO 6TO TAPOV OG0 Kol 6T0 pEALoV.28

Eniong onuovtikd nmpa eivor 1o B€po g 1010KTNoiag TV SEYUATOV TOV
vdpyovv otig Protpdmeleg TOV Kol ATOUKOV YOVIOLOUAT®OV TO, Omoio, €mi Tov
TAPOVTOG, OmOTEAOVV 1010KTNGI0. TV ONUOCIOV 1OPVUATOV Kol TOV  OIOTIKOV
emyelpioeny  ta omoio mepthapPavovy Seiypoto kot dedopéva.?%? Te avtd icwg Oa
UTOPOVGOLE, VO BpolpLe pia AVoT HEC® €VOG TEXVOAOYIKOD EMITEVLOTOG OTTMG Elval I
npocmmikn yevetikn Bvpida (Personal Genetic Locker). To cvykekpipévo Tpdypappa,
EMUTPENEL OTAL ATOMHO. Vo, €xovv TPdoPacn ota OKA Tovg dedopéva vyeiog, va
KOTOVOT|OOLV TIS EMUTTAOGEIS TOV UTOPEL vor €00V OTNV VYElD TOLG TA YEVETIKA
dedopéva, va TpocBEGOLV TIG d1KEG TOVG TPOCHOTIKEG TANPOPOPies mov GyeTilovtan ne
TNV VYElL TOLG KO VO GLVOLVEGOLV 1| VO OTOTPEYOLV TNV KOWN YPNON HE TOVG
Bepdmovteg wTpohs N T xpnon yw epgvvnTikd épya. Ilapdio mov n mpocwmikn
vevetikn] Bupida pmopet va ypnoiponombet yuo Eva evpd eacpo dedopévev vyeiag, Oa
nwpokafopicel kdmow TPATLITO. OGTE Vo VILAPEEL v AGPAAES TEPIPAALov Odmov Ta
dropa Ba pumopovv va amobnkevovy, va PAETOVY, KOl Vo EPUNVEDOVY TA TPOCOTIKA
TOVG dedopéva Kot otav BeAncet 1o dropo o «dtoktne» g Bupidag Ba propéoet va
ta Kowvoromoet. To PGL opiletl ta pocmmikd yeveTIKA dE00UEVH G OAQ TO SedOUEVAL
OV GLAAEYOVTOL OO TO YOVISI®UO TOL ATOUOV. AVTH 1 EmA0YN Bewpeitat amapaitntn
a0V o1 YeveTwkég mAnpoeopiec mov vrdpyovv oto DNA gvog atdpov oyetiCovton

8 Xto mhaicio tov mpoypappotoc PGL

GuUECH [E TNV 10TPIKN TOL TepiBalym.?®
VILAPYOLY dVO TPOTAGELS TYETIKA LE TOV TOTO OOONKELGNG TOV OEOOUEVOVY. ZOUPOVA
HE TNV TPAOTN 01 acBeVEIG UTopoVV Vo £X0VV TPOGPOCT OTIG TAPOPOPIES TOVG TOL Efvat
amoOnkevpéves o éva 1dpupa Kot va EAEYYoLV, emttpénovag 1 Oxt, TV TpdcsPaoct ota
J€JOUEVO TOVG GTOVS TOPAYOLGS LLTPIKNG TEPIBAAYNG. ZOUQmVA e TN deVTEPT TPHTOCON
0 acBevg umopel va emAééel o 1d1o¢ mov amobnkevovtal To. dEdOUEVA TOL Kol VO
napEyel TPOcPaom oe TapdYoLvS LWTPIKNG TEPIBOAYNG OTAV OVTOC OmoPaGicel OTL glval

amopoitnro. 2%t

261 Hull, “Gene-Based Prescribing Is Here,” 1009-1010.

262 Duffy, “Precision Medicine,” 502.

263 Qverkleeft, “A Bioinformatics Approach to Pharmacogenomics,” 1447.
264 ibid, 1447.
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H 16éa 011, péow tov DNA, pmopet va avayvopicel KAmolog £va GUUUETEXOVTO,
oe (o perétn, oev eivon véa. To 2006, péoa oamd dmuoocio apyeior kot oapyeio
In&lopyiev Tpaéewv Bavatov, £vag pELYNTNG KATAPEPE VO EVIOTIGEL KATO10 (TOL,
BACEL OIKOYEVEIOK®DV YEVEOAOYIKOV HEAETAV YEVETIKAOV de1KT®V. H ypnion avtdv tov
YEVEALOYIKOV PAcE®mV 0£00UEVOV Elye ¢ amoTELESUO TNV €EEVPEGT KO AVAYVAOPIOT
TOV POAOYIKGOV YOVEDV KAmowwv viofemuévav tadidv.?® Kat 660 meptocodteped
TANPOPOPIES VITAPYOVY GYETIKEG HE UETOAAAEES 6TO Yovidiopa €vOg aTtOHoV, TOGO
HeyoADTEPOG elvan 0 Kivouvog tavtonoinone. H avalnitnon, Adyov xapn, TG Kataywyng
N TOV YoVEwV €vOG LVIOBETNUEVOL TTad100, UTOPEl KATOIEC POPEG VAL EXEL OPVITIKEG
OUVETEIEG KO, OO TIS YOVIOIMUATIKEG TANPoQopieg pmopovv va e€aybodv mAnBog

TANPOPOPIOV, 1 Sloysipion TV omoimv pmopel va &xel amposdidploTes cuvémsiec,. 2%

H xataypapr| ™g o0vdeong TV vmopyoviov ded0UEVOV 1 TpIknG TtepiBaiyng
eVOG atOpov elvar évag amoTteAecUATIKOG TPOTOG VoL amovTtnOovv, EKTOG TV AAA®V,
ONUOVTIKES EMONUOAOYIKEG €pELVNTIKEG epTNoES. Opmg 1 emovoypnooroinon
pepovopévav dedopévav mov oyetilovtar pe v vyeio avtipetonilel woAAAL
npofAnuata. Eite dev givar 6100éc10 €va Lovadikd TPOSOTIKO avoyvOploTiKO evOg
aTOUOV OTWG T.Y. 0 APOUOG KOWMVIKNG AGPAAIONG, £1TE O TANPOPOPIES TOL UTOPOVV
va ypnoporomBovv yia tavtomroinon aAld oev givol anmokAeloTike Yo KéOe dropo,
OTMG TAL OVOLLATO, TPOGTATEVOVTAL OO TO ATOPPNTO KoL deV Elval duvatn 1 TPOGPao|

Tovg. 2%’

Ot JoKIUEG QOPUOKOYEVETIKNG &YOVV TN OvvaTOTNTO VO OTOKOADYOLV
deuTeEPEHOVOES 1TPIKES TTANPOPOpiec, pe v €vvoln OtL Ogv oyetiloviar e Tovg
OKOTOVG TNG OOKIUNG, O 0Toleg Uopel va mopEyovy VOEiEELS Yo TNV TAGT AvATTLUENG
peAloviikdv acBeveidv. Mo moapddstypa: to yevetikd mpoeih APOE pmopei va
Bonbnoel oty mpdPAeyn g amdKpiong oty Oepaneio pe eapuaka (otativesg), oAl
TAVTOYPOVA UTOPEL VO TOPEXEL EMTAEOV TANPOPOPIEG OYETIKA pE TNV TPpodidbeom Yo

™ voco tov Alzheimer. Otav o acbevic apveitol vo TpoeldomooeL TOVG GLYYEVEIG

285 Meller, “Next Generation Sequencing Studies,” 3.

266 |bid, 3.

267 Kurt Schmidlin, Kerri M. Clough-Gorr and Adrian Spoerri, “Privacy Preserving Probabilistic
Record Linkage (P3RL): A Novel Method for Linking Existing Health-Related Data and Maintaining
Participant Confidentiality,” BMC Medical Research Methodology 15, no. 1 (2015): 1,
https://doi.org/10.1186/s12874-015-0038-6
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TOV, 0 emayyeALOTiog Vyelog TPEMEL Vo EMAEEEL AVAIESH GTIG VITOYPEMCELS TPOCTUGIOG
Kol GEBAGHOD TOV SKOLMUOTOS TNG WOIOTIKNG {ONE ToL achevodg Tov 1 Vo amoTpEYEL
™ PAAPN, TPosomou®VTAG TOVG GVYYEVEIC TOv acBevohg mov Ppiokovior og

Kivduvo.258

O wrpog avtipetomiCoviag va tétoto MOwd (o «maipvel o 1010¢ o

OmOPOCT Y10 TOV EAVTO TOV TEPT TOV TAOC TPEMEL VL GUUTEPIPEPDED» .28

2TIYUATIGHOG KOl TuYOio EupruaToL

O mhavog YeVETIKOG GTIYHATIOUOG TOV OTOUOV, OTTMOE KOl TO, TUYO{0. ELPILLATOL
OV OVOKOADTTOVTOL KOTE TN SIEVEPYELD TMV PAPUUKOYOVISIOUATIKOV EEETAGEWV, TV
omoiwv gupnudtov N avakdAvyn kot 1 xprion eivor ToAd mhavo vo punv KoAdTTovTon
KON Kot omd po AETTOUEPT GLYKATAOESN, amoTEAOVV GNUAVIIKOVS AOGYOLS TTOL
TovifouV TNV aVaYKOLOTNTO TOL OITOPPNTOV GE O,TL OPOPE TIG PAPLLOKOYOVISIMUOTIKES

eetdoelc.

O Kow®VIKOG GTIYHOTIGHOS GUVOEETOL EVIOVOTEPO LE YEVETIKES SLOTOPOYES.
Atopo mov £yovv dyvmOoTEl LE KOOl YEVETIKN dwotapoyn ovyvd veiotavrtol
Slokpioelg Kol TapevoyAOUVTOL amd GAAO HEAN TNG KOowmviag 1 aKoun kol omxd v

O1KOYEVELDL TOVG Kal TOVG Qidovg Tovg.2"°

H yevetikn dudkpion avapEpetor otn 018KpIon Tpog £va ATOUO 1) pio OtkoyEVELn

N opdoa ko BacileTon AMOKAEIGTIKA GE i O10KPITN 1 EOIKN YEVETIKY] TAPOALXYT ATt
)\’ 4 e ’ 8, 271 Z re ’ 6 r 4

T0 PLGLOAOYIKO aVOPOTIVO YOVISi®LLAL. VYOG M YEVETIKN SLIKPIOT OVOQEPETOL

OTOKAELGTIKA GTOV YOVOTLTO 1) GTO OIKOYEVELOKO IGTOPIKO ATOUM®V, XWPIG CUUTTOUOTO

vocov. Mo oyetikr] évvoln €ivol to oTiypa, TO Omoio avVOEEPETAL TN GLVOTTAPEN

Spoépwv ototyelwv mov TEPIAAUPAVOVY ETIGNUAVOY], TOL OTOHOV, GTEPEOTLAN

288 Muflih , “Physicians' Attitudes and Ethical Obligations,” 250.

269 @c0d60mg Meleypivne, lazpucy HOucp (AORva: EAAnvucd Tpéppato, 2009), 47.

270 Fulda, “Ethical Issues in Predictive Genetic Testing,” 145.

271 p Billings et al., “Discrimination as a consequence of genetic testing,” American Journal of Human
Genetics 50, no. 3 (Mar 1992):476.
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OVTILETOTION, OWPIoUO Kol am®AED KOvovikng 0éong. To Pacikd otoryeio tov
oTlypatog tvot n avtiAnym evoc YopOKTNPIGTIKOD TOL GTLYHOTICUEVOL OTOLOV, TOV
EUTEPLEYEL KOL LETAPEPEL L0 OTOOOKILOGTO, Lot SVGUEVT] O1AKPLION KO VITOTIUN G TNG
TOVTOTNTOG TOL OTOHOL HEGO GE EVOL GUYKEKPIUEVO KOWMOVIKO TAaicto. Ymapyouvv
TOALG Kol OLOLPOPETIKA YOPUKTNPIOTIKA Y10, TO OTIYUO, CUUTEPIAUUPOVOUEVINC TNG
OVTIKEEVOTOINGTG KO TNG VITOTIUNOMG TOV GTIYUOTIGUEVOL OTOLOV, LE TIG OVTIGTOTYEG
GUUTEPIPOPEG TOL GTPEPOVTOL TPOG 0VTO. To oTiypa pumopel va cuvemdyeton PiKpEG
HEYAAES KOOMUEPIVES TOATMPIES Y10 TO CTIYUATIGUEVO ATOWO, OTMOG TO VO, OyVOEITOL
o€ (o opdoda, | uropel vo mepAapUPAvel apvnTIKES S10KPICELS UE TN HOPPT APVNoNG
EVKAIPLOV EPYNCING, EKTAIOELONG 1 ACPUMOTIKMOV TOPOYDOV Kol eivar £vog 1dtaitepa
oTpecoyOévog  mopdyovtog ywoo  to.  dTopo, emewdn umopel  vo  ylver i
OLTOTOVTOTOLOVHEVT] KOPLOL KATAGTOOT), 1 omoia mwepAapPdverl 1010tnTEC OV YivovTal
Bacwkd pépog g TantdTNTOg TOV aTOHOL TTov enmpedletorl. ‘Etot, n avtiinym tov
oTiyHoTog pumopet vo unv dtakpivetot amd ) 01dKpion 610 HLOAS TV avOp®OT®V Tov

10 Prédvovy.2’2

H mBovomta dtokpicewv kot oty o Ticov pe fAcm To YeEVETIKA dedopéva i6mG
va OpaoeL avOCsTOATIKE 6TV Tpdeon TV avlpdTeV va AdBovv HEPOC GE EpELVNTIKA
TPOYPAUUOTO Kol KAMVIKEG OOKIHES, Ol omoieg meptAapPdvouy detypatoAnyio Kot
avdAvon Tov YeveTko® Tovg VAoV, Mia woyvpn €voeldn yw v mhovotnTo
dwkpicewv Tpoépyetor and TG, eMPBEPANUEVES amd OPIGUEVES KUPEPVNGELS, YEVETIKEG
e€etdoelc o MANOVGUOVG APPOVLEPTKAVAOV Y10 TOV EVIOTIGUO POPEMV KOl TAGYOVI®V
and JdpemavoKLTTOPIKY] avarpio, vrootnpiloviag Oti, ot @opeic Tov yovidiov Oa
pumopovoav va givar gvaicOntot og 016popeg TEPPAALOVTIKES OVGIES TOV VITAPYOVY GE
YOpovg epyociag, divovtag £Tol TN OLVOTOTNTA GE OCPAAIGTES Kol €PYOdOTEG VL
npoPovv ce drukpicels. Ot yevetikég mAnpoeopies givar wiaitepa evaicOnta dedopéva
KOl oVTO €vEYEL TOV KivOLVO Ypnoylomoinong tovg yio abéptteg dakpicelc. Avtod
dAAwote mpokLTTEL 0O TO OTL T0 Apepikavikd Koykpéoo evékpive 1o T'evikd Nopo
v v Amaydpevon tov Awkpicemv (GINA) tov Mdio tov 2008, otoxevovtog oe 600

TOUEIG TOAVOV S1aKPICEMV, TNV ACOAMOT VYELNG KOL TNV OTAGYOANOT), ATOyOPEHOVTOG

272 Janet K Williams et al., “In Their Own Words: Reports of Stigma and Genetic Discrimination by
People at Risk for Huntington Disease in the International RESPOND-HD Study,” American Journal
of Medical Genetics Part B: Neuropsychiatric Genetics, 9999B (2010): n/a-n/a,
https://doi.org/10.1002/ajmg.b.31080
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OTOVG OGQUAOTEG TN YPNON YEVETIKAOV TANPOPOPLOV MG AGYO TPOCUPUOYNG TV
OULOOTKAOV 1] OTOLUK®V 0GOAAMGTPOV 1] APVNOT KAADYNC, OTMG EMIONG KO GE EPYOOOTES
pe 15 1 meptocdTEPOLE VTOAANAOVG, VO OTOKTOVV YEVETIKEG TANPOPOPIEG KOl VAL TIG
YPNOLOTOOVV G€ {NTAUATO GYETIKA e TNV TPOGANYN, TNV amolnpimon Kot YeEVIKd TV
amaoyoAnon.2 O epyodotng, ekToc TOV GAAMY, dev pmopei va (NTHGCEL, VO ATAITHCEL
N VoL 0yOPACEL YEVETIKES TANPOPOPIES TTOL APOPOVV EVAY GUYKEKPIUEVO VITAAANAO 1] TOL
pEAN g otkoyéveldc t0v.24 O GINA ovapEpeTal YEVIKG GE YEVETIKEC TANPOPOPIES
MoTE Vo TEPIAGPEL, TOCO TO OMOTEAEGUOTO TOV YEVETIKAOV OOKIUOV OCO KOl TO
OIKOYEVELOKO 10TOPIKO TG VOGOU, aAAG Oyt TNV TPOONAN, EkdnAn acBévela M v
CUUTOUOTIKTY KOTAGTOON €VOC aTOMOVL. ANAOY], L0 KATAGTAOT) TOL £YEL OLOYVWOOTEL,
avtipetomileton 1oM.2"° xedov e OLo TaL KPATN VIAPXOVY VOLOL, TOV TEPIOPILOVY TN
dUVaATOHTNTO AGPUAGTAOV KO EPYOIOTMV VO YPNCILOTOLOVV YEVETIKES TANPOPOPIES KOt
vo otnpilovton 6e oTEC Yo T ARy omopdcsmv.2’® Meydhn onpocio amodidetar otnv
TPOCTAGIO TOV TPOCOTIKAOV dedopévev o OAn v Evpodnn kol cuvendg Kot otnv
EAAGSa. To dikaiopo oty TPooTacio TV TPocOTIK®V dedopévav PacileTor ota
CUVTOYHOTIKG OIKOLMUOTO GEPAGHOD TOL OTOUOVL KOl TG WIwTIKNG Tov {onc. To
vopkd mAaiclo mapéyeton pe 1o N.2472/1997 yio v mpootacio TV TPOCOTIKOV
dedopévmv, o omoiog mapakoiovbeiton kot pvOuiletor amd v EAAnvie Apyn
[Ipoctaciog Asdopévav I[pocomikov Xapaktipa, Kabmg kot to N.3471/2006 yio tnv
TPOGTAGICL TOV TPOCHOTIKOV deSOUEVOV GTIC MAEKTPOVIKEG emkovmviec.?’’ Ouag,
Tapd TO AVGTNPO VOLKO TAAIGL0 Yia TG Stakpicels pe PAon Tig YEVETIKEG TANPOPOPIES,
TO. OMOTEAEGLOTO LHOG EPEVVOG GYETIKG LE TN YPNON TOV QUPLOKOYOVIOIWUOTIKMOV
dedopévov €oe1&av OtL, ol emayyeApotieg vysiog Bewmpovoav OTL M xpNon TV
QOPULOKOYOVIOLOUOTIK®V TANPoeopldv Ba exnpéale dtapdpovg Topeig g vyeiog Ko
NG ACPAAELNG TOV OTOU®V TOL VTOPdALovTav € e€étaon, Onmg ivorl T0 KOGTOG TV

AcQOAGTP®V, 1 KOKT XP1OT TOV EUTIGTEVTIKMV TANPOPOPIOV Kot TNV TPOSPacT TV

273 Eric Feldman, “The Genetic Information Nondiscrimination Act (GINA): Public Policy and Medical
Practice in the Age of Personalized Medicine,” Journal of general internal medicine 27, no. 6 (Feb
2012): 744, https://doi.org/10.1007/s11606-012-1988-6

274 Stiles, “Cases in Precision Medicine,” 721.

275 |bid, 721.

276 Feldman, “The Genetic information Nondiscrimination Act,” 744.

277 Eu-Healthcare.eopyy.gov.gr, “Medical Record and Data Protection | National Contact Point,” n.d.
Accessed November 10, 2021, https://eu-healthcare.eopyy.gov.gr/en/2_6.aspx
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ac0svav ot Bepameio.?’® Avopépeton evOEIKTIKG 1 TEPIMTOON L0G UNTEPOG 1 OTTola
WoYVPIoTNKE OTL HEYAAN OCPOAICTIKN ETOIPELN TG apVIONKE TNV KAALYN Yo T dVO
™G Toudld €MEWN NTOV QPOPEIG TOL YOVISIOL Yoo TNV OVETOpKEW NG oApa-l
avtidpoyivne.2’”® Mo ékBeon tov Greenhouse kot Barbaro, to 2005, woyvpictke 6Tt
o1 peydrec etoupieg facilovv optopéveg amod TiG amopAcelS TPOGANYNG TOVG 6T apyEia
vyelog tov atobvtov. Xe €pegvva T0 1996 ywoo ta dtopo mov giyov kivovvo vo
avamTOEOLY UL YEVETIKY] dtatapayr|, dumiotmoe tepiocdtepeg amd 200 TepImTOGELS
yeveTIKNg O1dkpiong peta&d tov 917 atduwv mov oviamokpifnkov Kol ot omoieg
aPOPOVCOV TEPUMTAOOCELS EITE ACPAAICTIKNG, €1TE €PYOSOTIKNG OldKkpions. Mo GAAN
épevva eviomioe 550 dropa mov giyov amokAEloTel amd TV epyacio | TV AcGAAoN,
ne Baomn ™ yeveTikn TPoddhest) TOVG Yo AvATTLEN UIaG VOOOL Kat, OTL 1] KaTdypnon
YEVETIK®OV TANPOQOopL®dV Bol LTopovoe va £(EL EMUTTAOGELS, TOL £ival TOAD gVPVTEPECS

omd KGOE PELOVOUEVO TIEPLGTATIKO KATAYPNONG TMV dedopévav.?E

Xoppova pe m Bempio TOLV KOVOVIKOD GTPES, 1| AVTIANTTH O1dKPLoN Elval Evag
TOMOG GTPECOYOVOL TOPAYOVTO OV, OMMG KOl GAAOL YUYOKOWVMVIKOL GTPEGOYOVOL
TApAyovTeS, oYeTileTal apvnTiKd e £vo €PY PAGUO ATOTEAECUATMV COUATIKNG Kot
Yoywng vyetag. Mo mpocspatn perétn, tekunpioce OtL ot gumelpieg d1dKpiong, mov
avaeEpovtol amd to dtopo, oxetilovtol pe TN VELPIKN Agrtovpyio pe TPOTOLS TOL
avTIKOTOTTPILOVV TOL TPOTLTTO. TTOL TOPATNPOVVTAL Yo, GAAOVLS YLYOKOWVOVIKOVG
OTPEGOYOVOVG TOPAYOVTEG (). WEYOADTEPT OPACTNPLOTNTO TNG OUVYOIOANS Kot
LEYOADTEPY] GLUVOECIUOTNTO HETOED NG OUVYOOANG KOl GAA®V TEPOYDOV TOV
eyKepdAov, ocvumepthapfavopévov kot tov Bardpov). Ilepiotatikd mov sedyovv
dwakpicelg, T omoia to dtopo yvopilel 6Tl umopobv va TPoKaAEcovv a&loAdynon,
ONUIOVPYOLV CLVUGONUOTIKEG avTIOPAGELS oL pmopel va Piwbovv wg ékbeon og
GTPEGOYOVO TOPAYOVTA KOl €YOLV U0 GEPA OPVNTIKOV EMATOCE®V GTINV VYElW,
00MNYOVTAG GE apVNTIKA cuvousOnuata, Tov Bo ETPEACOVY OPVITIKA TNV YUYIKT| TOL
vyeio SNUIOVPYDOVTOS CLUTTOUUTA SVGPOPING KAl AVEAVOVTOS TOV KIVOLVO ELOAVIONS

KaBoplopévav Yooy satapoaymv. Exiong, propovv ta apvntikd cuvorcOquota vo

218 Woodie M. Zachary 11l and Edward P. Armstrong, “Health care professionals' perceptions of the
role of pharmacogenomic data,” Journal of Managed Care Pharmacy 8, no. 4 (Jul-Aug 2002):278,
https://doi.org/10.18553/jmcp.2002.8.4.278

279 Feldman, “The Genetic information Nondiscrimination Act,” 744.

280 Dankar, “Informed Consent in Biomedical Research,” 468.
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0dNYNOOVY GE YPOVIO. VIOKAVIKY GopaTiky v6c0.28 Apketéc mpdopateg pHeAétec
Exovv e€etdoel T oxéon UETOED KOWMVIKNG O1KPIoNg Kot GAEYHOVIG. MeTady Tmv
Aoppoapepikovov otn pedéty MIDUS, ou gumeipieg d14KpIong CLUGYETIOTNKOV LE
avénuévn cuvarsOnuatikny Kot Blodoyikny amoppvduion, 6rmg dtumict®inke and v
avénon TPV OEIKTOV QAEYHOVNG (tviepAevkivn-6, e-celektivn Kot c-avidpmoa
npwteivn). Emiong, o éva dAro dpBpo yio v cuoyétion petad g O1dKpions Kot g
QAEYHOVIG, SOmIoTMONKE OTL Ol GLGYETIGEIS JEPEPAY OVAAOYO LE TO GVUAO KOl TOV
deiktn ¢ PAeynovic.?®? Ymdpyst £vo GUUMEPLPOPIKO HOVOTATL OV GUVSEEL TIC
eumelpieg olokpicemv €vOg ATOUOV GYETIKA HE TNV vyeio Tov, mov TpoPAénel OTL TO
dtopo avtd Ba viobetnoel eMKIVOLVEG GULUTEPIPOPES YL TNV LYEIDL TOV, OV TO
ekbétouv oe peyaAvTEPO Kivouvo kat, Towtdypova, Bo Exel LIKPOTEPN GUUUETOYN OF
Spactnplottec mov Tpodyovv T vyeia.?® Xpeidlovran mepiocdTepec TAPEUPAUCELS
YU TNV OVTIUETAOTIOT] TOV TEPUTTOCEMY CTIYUATIGHOD, O£d0UEVNG NG OPVNTIKNG
eMIOPAOTG TOV, EKTOC TOV AAA®V Kot TNV vyeia Tov atdpov mov otiypatifetat. 'Eva
Baocwkd eunddio oe avtd Oa pumopovce va givor n oxéon petald OTIYHOTOS Kot
avTNTTIKNG evmdbelag. Xtnv Mnown ¢ EMOTNUOVIKAG €pevvac 1 evmdbeia
TAPOOOCLOK(A XPNCLOTOLEITAL Yo Vo YapakTnpicel mAnBucpods mov Bewpeitar Ot
STPEYOVLY LEYAADTEPO KIVOLVO Yo TV GVATTLEN SPOP®Y VOCHV 1] Y10, KATO10V
dAhov eidovg PAaPn, ocvumepropPavopévev oWV N aTOH®V  YOUNANG
KOWV®OVIKOOIKOVOLUKNG OTAOUNG, QUAETIKOV HEOVOTATOV 1 OKOUN KOU Ol YuyKd
acBevarv. Ta pétpa mpootociog Yy ovTOLG TOVG E€LAAMTOVS TANBVLGLOVG
KOTOYVPOVOVTOL UEPIKEG POPEG KOl UE VOUO. AVTN 1 TOPAOOGLOKY] OVTIANYN NG
evmdbelog pmopel vo 0ONYNGEL G OVO LOPPES VITEPTPOCTAGING, TOL OPOVV, GE TEAIKN
avéAvon, apvnTikd. YTEPTPooTasio HECH OMOKAEIGHOV amd TNV £PELVO KOl HECH

OKOTAAANANG TPOGTaGiOG KaTd TV Epsuva. 234

e évo voBeTkOd PEALOV OOV 01 YEVETIKEG TANPOPOpieg Bor GLALEYOVTOL Ko
ovvnBmg Ba ¥PNGOTOOVVTOL Y10 TAPOYT EEATOMKEVUEVAOV 1ATPIKAOV TopepPloemy,

opwopéva Nokd riuoata TPEMEL VO AVTILETOMIGTOVV €K TV TPoTtépmv. Eva

281 David R Williams et al., “Understanding How Discrimination Can Affect Health,” Health
Services Research 54, no. S2 (2019): 1375, https://doi.org/10.1111/1475-6773.13222

282 |bid,1384.

283 |bid,1384.

284 Joseph Millum et al., “Ethical challenges in global health-relatedstigma research,” BMC Medicine
17, no. 84 (Apr 2019): 2, https://doi.org/10.1186/s12916-019-1317-6
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onuavTiKo TpdPAnua Ba eivar 0 TPOTOG daXEIPIONG TWV YEVETIKAOV TANPOPOPIDV TOV
wpoPAémovv koK KAMVIKY €kPaon pe Tic owbéoiueg Bepameieg. Avtd pmopet va
odnynoetl oty advvapio KdAvyng g acPAAIoNG VYEING G OPICUEVES YDPES, EAV OL
VEOTEPEC, OMOTEAEGLOTIKOTEPES Kol akplPoTepec Oepameieg, evogyetar v unv givot
dwbéoteg | vo unv amolnudvovtat, e eTdeivmor oty vyeio, Ady® Tov apvnTIKOV
OVTIKTUTOL OTNV avTIANyYn T0v acbevodg yo T Bepameio, onuovpydVIOG Eva

@ovopevo nocebo.?8

H avénon ¢ yevetikng épevvag, mov tpowbndnke amod to Ipdypappo yio to
AvBpomvo TNovidiopa (Human Genome Project), éyet avénoet tig avnovyieg 0tL 1
EMONUAVOT] KATOIWV YOPOKTNPIOTIKOV ©C YEVETIK®OV, 0o €xel ®g amotélecua
ALENUEVO OTIYHOTIGUO, HECH OVTOV TOV YUPOKTNPLOTIKAOV, TOV avOpOT®OV Tov To.
£pouv.28 Eivar avapevopsvo vo vdpyel Leydln ovnovyio, 0Tav ovaIeso 6To. HEAN
L0G OKOYEVELNG DTLAPYOVV ATOHO LE YEVETIKOVG OeikTeg mOov TPoPAémovy LYNAN
mOavoTTo 0c0eveldv, ot omoiec £xovy damavnpéc ko mapatetopévec Ospameisg.?8’
Etvar avtiinmtd opwg 6t apketéc gopéc sivar advvato vo Aeybet pe Befardotnta, £mg
6tov TapéABeL KATO10 XPOVIKO SLACTN LA, 1) £0G OTOL VA Yivouy TteplocdTtepeg e€eTdoels,
Ot évog aoBevig TAGYEL O Lo GLYKEKPLUEVT VOGO0. Mia apyikn dtdyvoon pmopel va
amodetydet AavOacuévn petd omd sktevéotepn eEétaon. 288 O ioyvpiopol mepi vmapéing
YOVI3{0V TOV EVOVVETAL Y10l TNV UAVIOKATUOMITIKY YOXWOOT GTNV KOWOTNTO TOV AIG
amodelynkav Aavlacuévol, Ommg dAlmote kot avtol mepl Vvmapéng yovidiov g
opo@uLo@iAiag kat ¢ oxloppévelac.?® e o pelém Y ™V opo@uAOQIAio ot
ePELVNTEC PpNKaV TEVTE LEPOVOUEVH ONUEIN-OEIKTES GTO YOVIOIMLA, TTOV PAVOTOV VO
elval Kowad petald tov avBpomwv ot omoiol &iyav TOLAGYIOTOV pHio GeEOVAAKT
eumepia pe 1o 10 POA0. AVo amd aVTOVG TOVG YEVETIKOVG dgikteg Ppiokovtot Kovid

o€ KAmola yovidio Tov GLVOEOVTAL LE TIG GEEOVAAKES OPUOVES KOl LE TNV OGP O -

285 Chiara Fabbri, and Alessandro Serretti, “Genetics of Treatment Outcomes in Major Depressive
Disorder: Present and Future,” Clinical Psychopharmacology and Neuroscience 18, no. 1 (2020): 5,
https://doi.org/10.9758/cpn.2020.18.1.1

286 Pamela Sankar et al., “What Is in a Cause? Exploring the Relationship between Genetic Cause and
Felt Stigma,” Genetics in Medicine 8, no. 1 (2006): 33,
https://doi.org/10.1097/01.9im.0000195894.67756.8b

27 Meller, “Next Generation Sequencing Studies,” 6.

288 www.medicalprotection.org, “When a Patient Wants to Amend Their Medical Records,” n.d.
Accessed July 21, 2021, https://www.medicalprotection.org/uk/articles/when-a-patient-wants-to-
amend-their-medical-records

289 Eyponaikd Epyactiplo Mopiaxng Bioioyiog (EMBL),To uéiiov twv Bioemotnudv, ptep.
Baothkn Baxdxn (A6fqva: Mavemotnmaxéc Exdooeig Kprng, 2006), 194.
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Kol o1 000 Tapdyovieg umopel va mailovv poAo otn ceEovalkn EAEN. QoTOc0, OAOL
pali avtoi ov mévie oOeiktec, eEnynoav Aydtepo and to 1% tov dwweopadv o
0e£0VOAIKN TPOTIUNOT Kot dpacTNPOTNTA HETOED TOV aTtOR®V TG peAémg. Otav ot
ePELVNTEG €EETACAV TN GLUVOAIKT] YEVETIKY] OLOLOTNTO OTOU®V OV Eiy0v 6EEOVOAIKES
eumelpieg pe dtopo Tov 16iov PHAOV, 1 YEVETIKT GAVNKE VO AVTUTPOSHOTEVEL LETAED TOV
8% wor 25% g ovumepipopdc. To vrOAOUTo mTOG0GTO NTOV MOAVAOG OTOTEAEGLA
nepPoArovTiKGY 1 GAmV Proloyikdv emppodv.?® TMapora avtd 1 avaliTnon
ovveyiletar. Ot yevetiotég Tdpo avalntovv yovidio mov gvbvvovtal yio to deiktn

VONLLOGVVIG, TOV GAKOOMGHO Kot TNV embeticdtTnTo. 2%t

2uyva N KOTYoplonoincn Tov acfevdv avaloya Le TNV OVTOTOKPIGN TOVG GE
L0 QOPUOKEVTIKY] Oy@YN CLUTIMTEL Pe KATOL QLAETIKY OpAda. AV KOl LIAPYOLV
KAmota yeveTikd TpoPid e OTL apOopd TO LETAPOAMG O TOV PUPUAK®V TOL OVTIGTOLYOVV
0€ GUYKEKPLUEVES PUAETIKEG OULAOES, OTIG TEPLGGOTEPES TEPIMTMOGELS AVTA TO, YOVIOIOKA
TPOPIA dgv ONADVOLV TITOTO TEPIGGATEPO OO U0 OLLAOO ATOUMV LE L0 GUYKEKPIUEVT)
ATAVTNON TNV QUPUOKEVTIKY AY®YN, AOY® oG YEVETIKNG Tpoditdfeong. Ot dvBpwmot
SPEPOVY GTOV TPOTO TOV AVTATOKPIVOVTOL GE SLAPOPES 0VGIES, AL 1) KOTATAEN TOVG
avdAoyo HE TO TG oviamokpivoviol ota @dppoka eivor onuaviikdtepn amd TG
vrolomes. Ymapyer Aomdv o kivovuvog va dnpovpyndodv opddeg atopmv mov Ha
AmoTEAECOVV VEEG LELOVOTNTES, €4V BempnBel 6T, AOY® TOV YEVETIKOD TOVG TPOPIA, M
Bepameio. Tovg sivan domovnpr | poicpoypovia.?? Tric yoylatpikéc dratapoyss emi
TAPOdElYILATL, EVO 1] KATATAEN TPOCTAOEL VO ATOPVYEL TV OUTIOAOYIO TOV SLTOPAYDV,
EVTOVTOLS VIOAVOAVEL OTL o1 Stoopoyéc £xovv Proroykhy Paon®® ko wg ex TovToL

elvan avBektikdtepeg ot Bepamneia.

Ot cuvénreteg Tov Sloy®PIoUOV GE d18POPES OUADES, DOTE VO, KOTAGTEL OLVOTI
N wpoPAEYT Ko 1 amoteAeSHATIKOTNTA TG BEpameiog 6To TEdI0 TN AYOPAS POPUAKOV,
elvat Wwitepa acaPeic Yo Toug pelovotikovg tAnbvcpovg. Edv givatl yvootd o1t to

80% o opadog Ba wpeAndei, To 10% dev Ba £xet kopio avTomndkpion Kot To VIOAOUTO

2% Sara Reardon, “Massive Study Finds no Single Genetic Cause of Same-Sex Sexual Behavior:
Analysis of Half a Million People Suggests Genetics may have a Limited Contribution to Sexual
Orientation,” Scientific American, Biology, August 29, 2019.

21 Eyponaikd Epyactipio Mopiakrg Biodoyiog (EMBL),To uéllov twv Bioemotnudv, 194.

292 Alcade kan Rothstein, «HOucd Zntipato ot @oppaxoyovidiopotiky "Epevva,» 6to
Dopuoxoyovidrwuotiky kot [pwteivouatixy. To Epyoiesio te ECarouxevusvng lotpixig, 23.

2% Avva Xpiotomoviov, Eigaywyn otny Yoyoraboloyio tov Evidice (AOva: Témog, 2008), 40.
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10% 0o, Topovctdcet Tapevépyetes, Oa vIapEet pépiuvo yio o 20%;2%* Ta kiviytpa tov
QOPUOKEVTIKMOV ETALPLOV Y10 TV AVATTLEN POPUAK®OV, TOV GTOXEVOLV G011 Oepameia
mov 6ToYevoLVY o1 Bepoameio mepropopévav TANBuoUdY, elval eVAOY®S Atydtepa,
O€JOUEVOL KOl TNG OmOUTOVUEVNG EMEVOLONG G YPOVO, TPOoTADEID Kot TOPOVG, OE
OVYKPION HE TO KIVINTPO Y10 TNV OVATTUEN QPOPUAK®V OV KOADTTOV TEPIGGOTEPO
OlOEOOUEVOLG  YOVOTUTTIOUE  OTO  TAOUGLO  TNG  POPUAKOYOVISI®UATIKAG. Ot
QOPUOKEVTIKEG eToupeieg Ba KatevBivovy TOLg TOPOLG TOVG Yoo TNV OVATTLEN
QOPUAK®V TOV OPOPOVV TOVG TIO JOESOUEVOLG  yovothmovug. Ot ouddeg mov
yopaktnpiloviol amd AMyOoTeEPO EMKEPOELS YOVOTOUTOVG OlOTPEXOVY TOV Kivouvo va
KOTOGTOOV «0peavéey,?® au&dvovrag ) NMdn vrdpyovsa avicdtta. Avtd mov Oa
npénel va tpoceydel 1dlaitepa, oYETIKA e TOV dLoy®Plopd eBvoTIK®MY opddwv, elvat 6Tt
N ovXVOTNTA TV SPOPWV AAANAOLOPPMV oL oyeTilovion Kot emnpedlovy TNV
OTOTEAEGUOTIKOTNTO TOV QOPUAK®OV, TOWKIAAEL HETOED TOV dpdpwv BvoTIK®OV
ouad®v kat, Koatd ovvémelo, ot mAnbvopol mov Ba  weeAnbodv amd
eoappokoyovidrwpotikny Oa eivar kat’ egoynv ekeivor mov Ba GLUPETAGYOLV OTIC
KMvikég €pevveg. o vo oeeinbet Aowmdv o eBvotikr] opdda, mpémer vo
ocoumeptineBel évag apketd vYMAGS apBnoc atdpmv ™G opdodas avTNg otV VIO
e€EMEN €peuva, OOTE TO AMOTEAEGLATA TG VO LTOPEGOLY VOL EPOPLOGTOVV GE OAN TNV
opdoa. Otav yiver ovtd, T0 AmOTEAECHO TNG LEAETNG UmOpel va emnpedoet, Oyl LOVO
TOVG GUUUETEXOVTEG GTY) LEAETT, OAAG Kot OAOKAN PN TNV Kowvotnta. [ 10 Adyo avtd
OGLVIGTATOL VO TPONYELTAL 1] £pELVA GE KOWOTNTES pe €BVOTIKY TavTomoinom, Hetd and
KOwoTkéG dtafovievcels. Etvar mold onpavtikd yio tTnv KowoTnto vo Tapovy HEPOG
oTNV KAWIKY épguva 6GO TO dVVATOV TEPIGGOTEPO ATOLO OO TNV KOWATNTO, DOTE TO
OMOTEAEGLOTO VO, LTTOPEGOVY VAL EPAPUOCTOVY GE OAN TNV €BvoTikn opada. XpetdleTon
KOAT 0pYAvmor, OoTe vo emrTevyfel €va OVIUTPOCMOTEVTIKO OMOTEAEGUA YLOL TNV
LLELOVOTIKN OHAdO KOt TTPETEL VO SCPOAGTEL OTL O1 KAVOVEG Y10 TNV TPOCTOGIO TWV
LELOVOTIK®V KOWOTHTOV Oa €QOpHOGTOOV TPOGEKTIKA Ywpic va vrdpEovy eumddia

OTNV EKMPOCAOTNOT €0VOTIKOV pewovottov mov Oa avéfoovy mepUTEP®  TIC

2% Mark A.Rochstein, @apuarxoyovidiwuotich, Kowvowvis, HOur kor Kiavih Ipocéyyion, 3" €xS.,
emyt. Evdyyehog I'. Mavoidmovrog kat [Tepiotépa TTdoyov (AGnva: Exddceig [apioidvov ALE.,
2008), 90-91.

2% Rothstein, “Implications of pharmacogenomics,” 228-31.
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ovIeOTNTEC GTOV TopéD TG VYElac.?%® AMLog évac AOyoC Y1 TV EVPEio GULLUETOYH TMV
HELOVOTIK®V OUAO®V givar OTL 1 GLYVOTNTO TOAADV YEVETIKOV TTAPUALAy®V aAAACEL
EVPEMG LETOED TOV EBVOTIKAV OUAOWV, GUUTEPIAAUPOVOLEV®V Y10 TOPASELY L0 TOAADV
AETOVPYIKAV TopaAlay®dv, 6mmg ota yovidte CYP2D6 kar CYP2C19, pe eraxdiovdn
SLOUPOPETIKT EMKPATNOT TOV OVTIOTOLY®V OpAd®V 1 eviOnmv petafoAiiopnot. To 2017,
10 88% TtV aclevdv mov courepANEONcaV GE PEAETEG CLGYETIONG OAOKATPOL TOV
YOVIOIMHOTOS NTOV EVPOTOIKNG KOTAYMYNGS, YEYOVOG TOL onuaivel 6Tt 6yedov Ola T
EVPNLOTO TTOL TTPOEKLYAY Umopel var elvar eAdylota petappdoipo o dAleg eBvicég
opdoes. Avtd 1o {iTnuo. 00Mynce NON G€ EVIVTWGCIOKEG TEPUTAOGES AAVOUTUEVIC
SAyvmong, OTmG otV TEPITTMOT ENTA ACHEVOV AQPIKAVIKNG KATUYMYNG TOL Elyo
vtoPANnOel o€ Bepameia Yo VTEPTPOPIKT] LLOKAPIIOTAOELN, 1) OTTO10 SLAYVAOGTNKE PACEL
YEVETIKOV TOPOAAOY®DV, Ol OTOIEG £XOVV UEYAAES SAPOPES GTN CLYVOTNTO UETOED
EVPOTUIKAOV KOl APPIKAVIKAOY TANOVGHGOY Kat, TeMKd amodsiydnke kakondne.?®” O
YOVOTLTOG TTOV €ival KATAAANAOG Y10 TNV QOPLAKOYOVISIOUATIKY EPEVLVA EVOEXETAL VAL
UMV TPOGPEPEL TANPOPOPIES Yo TNV TTpodidfeon oe acbéveleg N Yo T0 TPOGOOKIO
emPiwonc, ahAd UTOpEl VoL ATOKOAVYEL YEVETIKEG TAPOAAAYES, O 0Toieg B umopovcay
Vo 00N yNoovV ta dTopa o€ Katryoplonoinomn pe Béon 1o kéotog Bepaneiog pog vosov.
H oavnovyla vy mBav katnyopromoinon kot otiypaticpd 6o pmopovoe v
AELTOVPYNOEL MG EUTOII0 GTNV TPOHEST TOV ATOUMV VO GUUUETAGYOVV GE (o EPEVVO,
OT®G Hopel vo SPACEL APVNTIKA KOl GTNV CLUUETOYY| G€ KAMVIKES OOKIUES HeTald TV
HEAGV [0 VTOOpAdac, > Kot TopORO TTOV 1) EENTOLIKEVUEVT LATPIKT OVOUEVETOL VOL EXEL
Oeticd amoteléopato 6tovg 0acbevelg, mOBavOV Vo ONUOVPYNOCEL VEEG KOWMVIKEG

opadeS, PucIoUEVES GE TEMOINGEIS YEVETIKNG svancOnoiag Kot Kivdvvov. 2

H ctafepn pOon tov yovidtakmdv Tapaidloymdv evog oTOHoL KaTd T OdpKeLo
¢ (NG Tov KOl O GUYXPOVOG, £VIOVO VIETEPUIVIGTIKOC, OldA0yog YOp® amd TO
yovidlopo, HeudveL TNV Temoifnon g ikavotntog yio eneepyosio g enidopaong kébe

TOPOALOYNG KOU TNG XPNONG OVTAG NG YVAOONS Y TN Onpovpyio ypnoiumv

2% Julio Licinio, “Pharmacogenomics and Ethnic Minorities,” Pharmacogenomics Journal 1, no. 85
(2001), https://doi.org/10.1038/sj.tpj.6500041

297 Fabbri, and Serretti, “Genetics of Treatment Outcomes,” 6.

2% Rothstein, “Implications of pharmacogenomics,” 229.

2% Barha Maria Knoppers, “Consent to 'personal' genomics and privacy. Direct-to-consumer genetic
tests and population genome research challenge traditional notions of privacy and consent,” EMBO
Rep.11, no.6 (2010):416-419, https://doi.org/10.1038/embor.2010.69
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amoteleopdtav.3? TIpy ot teyvoloyie mposdiopiopod oAANAovYiag ETOUEVNG YEVIAS
dwatefovv ywpig meplopiopd, ot KAvikol yatpol Oa mpémetl vo emAEEOVY TPOCEKTIKA
noto yoviola Ba egtdoovy kat va emAéEovy ekeiva yio Ta ool vrdpyel Evoelln ott,
0o propovoav va £ENYNGOVY TO TPOSOTIKS 1] TO OIKOYEVELNKO 1GTOPIKO TNG VOGOL £VOC
atopov. Edv Bpebel o omdvia mapailoyn €vog yovidiov mov mpokoaiel maBoroyikn
EKepaon, avto ivar ToAD mhavo va enyel v ovykekpipévn voco. O kabévog €xet
100.000 omdviec YoVIOLaKES TAPOAAAYES, Ol TEPICCOTEPES OO TIG OMOIEG OVGIUCTIKA
dev Ba £yovv avtiktumo oty vyeia Kot givat Kowd omodekto 0Tl KAOe Tapoiiayr|, TOV
TPocolopileTol HEGH YOVISIOUATIKOV dOKIU®V, Oa mpémel va Oewpeiton abbda péypt
amodeifemg Tov evavtiov. AALG, EVEO VT M OTTTIKY eAayloTontotel T PAGPN omd v
VIEPPOMIKT EpUNVEIN TOV YOVISIOUOTIKMOV SOKIU®DV, GLVEYICEL VO VTTOVOEL 1oL SLOSIKN

gktipmon, 6mov ot mapoAlayéc sivar site abbec, eite mpokaiovv vosovg,. 3t

Or  gappokoyovidlopotikés e€etdoelc mapovstalovy  €miong  ONUAVTIKNA
WutepdTa Yo tor Toudtd. Too moudid, OTmG Kot To. Ao PEAN TNG OIKOYEVELNG,
EVOEXETOL VO O1aTPEYOLY KIVOUVO YuYoAOYIKOV PBAaPdV, TOV TPOKVTTOLY OTO TNV
YVOGTOTOINON LG YEVETIKNG TAPOUAAAYNG, 1| OTtoia Umopel va ennpedoet Tov TpOmo pe
Tov omoio 1o moudi Oa avtamokpBel oe o poappoakevTikny oywyr. Ot yoveig evoéyetal
va  Pudcovv €vtovo ayyog kot aicOnpo amedmiciog, €v o moudl Tovg £xel Eva Ty,
akpoio eovotumo (ToAL YpNyopo 1 TOAD apyd HETAPOMGUO €VOC QUpUAKOV) 1|, UE
Baon  yevetik mopaAilayn dev vrdpyel dtbécio eappako. H av&nuévn avnovyio
Kot 0 OPog yuo avemBounT £kBeon oe téTolov idovg TANpoPopieg Ba propovoe va
00MNYNOEL AKOUN KO GE OTOPVYT TOV ATAPAITNTOV WTPIKAOV £EETAGEMY GE KAMOLES
neputooelc. EmmAéov, o vmepPoikods @Ofog 6Tt Yoo to moudl dev Oa vmhplet
OMOTEAEGUOTIKY] QOPUOKEVTIKY Oy®YY] O€ Tepintmon voonong, sivar mbovd va
EMNPEAGEL TNV CLUTEPLPOPE TOV YOVEMV amEVAVTL TOV, TEPLOPILoVTAG TO Omd TOdIKES
KOl KOWOVIKEG OPOGTNPLOTNTEG KO, LE OEOOUEVO OTL TO OMOTEAEGUOTOL JLLOG YEVETIKNG
TOPOALOYNG €vOEreETOL vo. pnv  ekonAwBolv moté ywpic éxbeon oe opiouéva
nepParlovikd epebiopata, n peioon TV dpacTNPOTATOV VOGS oD pmopel va
Tpokarécel meptocoTepn PAAPN mapd 69eroc.2%? Eivor onpovtikd va onpelodel ott

péxptL onpepa dev £xovv avapepHel oToryela TOL VO TEKUNPIOVOLY KATOL0V Atd 0VTOVG

300 Horton and Lucassen, “Consent and Autonomy in the Genomics,” 85.
301 Ipjd, 86.
302 Haga, “Pharmacogenomic Testing in Pediatrics,” 277.

112



tou¢ mlavohg KvdOVovg o€ modlTpkovs mANOvopovs. Ta  @aproKOYEVETIKA
aroteréopato Oo umopohoav Vo EYOVV EMUTTAOGCEIS OTO QOEAQPLO KOL GTOVG YOVELS,
0dNYDOVTOC, EVOEXOUEVOS, TO. LEA TNG OIKOYEVELNG GE (QUPUAKOYEVETIKO £Aeyyo.303
Aoy ¢ emdnuiog g mayvoopkiog, Tov TANTTEL OAO Kol TEPICCOTEPO TOOLY, GTO
eyyhg uEALOV o1 otativeg Ba xpnolomolovvtal OAO Kol TEPICGOTEPO GTOV TALOIOTPIKO
TANOLGUO, ONUOLPYOVTOC TNV  OVAYKN  KOTOVONONG KOl  EVOOUAT®OONG NG
(QOPUOKOYEVETIKNG ©€ KAWVIKEG omopdoelg Oepomeiog yww 1 Peitioon ToL
OTOTEAEGLOTOC KOl TNV EANYIGTOTOINGY] TOV OPVNTIKOV EMMTOGED®V GE OQVTOV TOV
g1d1c6 TANOVop6.3% TTodd évroveg nOucéc mpokAoELC Kat {nTHATe TOov TEPIPAALOVY
TIG POPUOKOYOVIOLOUOTIKES OOKIUEG Ba TPOKOWOLY atd Ta TLYOLN ELPTUOTA TOV JEV
aQopPovV AUESH TOLG AOYOVG Yo TOVG omoiovg £ytve M e&€taom. o mapaderypa, o
yovidro ApoE4 oyetileton 1660 e TO0 HETAPOAMGUO NG YOANOTEPOANGS, APa KOL LLE TNV
AVTOTOKPLOT GT POPLUOKEVTIKT Oy®YT| LE 6TOTiv, 600 Kat pe t voco tov Alzheimer.
H Apepwoaviky Axaonpio IToadiotpikng ocvotmiver Ot edv éva  amotéAecpo
QOPUOKOYEVETIKNG e&étaong pmopel vo €xel emmTOOES TEPOU Omd TN OTOYELON
QOPUAK®OV 1 TNV ovtamdkplon ot 0001, Ol EVPVTEPES EMIMTMOELS TPEMEL VA
cu{nmOovy Tptv amd ™ Sokiun. 3% EAAeiyet dpecov opélove, pmopel va vrootnpiovy
KAmOo101, OTL 0V TPEMEL VOL O1EVEPYOVVTAL TPOANTTIKOL EAEYYOL GE LYW O (COUPOVOL
LLE TIC GLOTAGELS Y10 TPOYVMOOTIKEG £E€TAGELS). Mo evalhaxtikn) Abon Oa frav edv to
modt dev vooel, wote vo omouteiton dueco Oepameio, M mpoAnmTikn e&étaom
QOPUOKOYEVETIKNG B pmopovoe va avaPindel émg 6tov 10 Tondl evnAkimBet kot £xet
™ SVVATOTNTA VoL GUVOLVEGEL TO 1610 G £vay TPoANTTIKS £heyy0.3% O yoveig ko Ta
ol €lvol TOAD GMUOVTIKO VO KOTOVOT|COLV OTL 1] QOPLOKOYEVETIKY] dokiun Oa
TOPEYEL KATOW E€KOVOL GYETIKO UE TNV OVTATOKPION OTO QAPUOKA, OAAG TO
OTOTEAEGLOTO OEV TPEMEL OTIG TEPICCOTEPESG MEPIMTMOGEIS Vo Bempohvton amdAvTa.
Emumiéov, avd mdoa otryun n tpéyovca épevva pumopel vo aALAEEL TNV EpUNVELR TOV
YEVETIKGOV omoTeAeopdtav.2%” Ot Tapadlayéc Tov emonuaivovTon Katd T SidpKelol
TOV YOVIOIOUATIKOV dOKIU®V Oa €100V Guyva ToAD Hikpn EMLOpOoT KoL 1 (OLVOTLTTIKT

ekdnioon tovg Ba eaptdton amd mapdyovieg OmwS ot mepiPariloviikol. Avtd

303 1bid, 277.
304 Gaedigk, “Pharmacogenetics: Chasing Perfection,” 4.
305 Haga, “Pharmacogenomic Testing in Pediatrics,” 277.
306 1pbid, 278.
307 1bid, 278.
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onuovpyel mepBdplaL Yoo EGQUAIEVT] epuUnVein EVOG YOVIOLOKOD TPOPIA KOl KATOES
TopoALaYEC Oev elval KoAd katavontég N vrotiudvtal. H katavonon g kMviknig
onuoocio kafe mapadloyic Oa Kvupoiveton, oe oyéon pe ToAAEC mopopuétpous.S® O
OPIoUOG TOV YOVIOTIOV GUUTAPACHPEL EVVOLEG GYETIKEG LE TN VG, TO VIETEPUIVICUO, T
otafepotnra. O1 un £101K01 TIOTEVOVV OTL EAV VA YOPOKTNPLOTIKO VITAPYEL GTA YOVIOLA
Kamolov, 0ev aALAleL Ko Oev pémel va, aAAAlEL, dtapopeTikd Bempeiton evyovikn (Lo
AEEN pe évtova apvnTikn Kowwvikn ypotd). To mepipdAdov yivetor ovTIAnTtd ©¢
napdyovtag aAlayng kol erevbepiag, oe avtifeon pe ™ yovidiokn otabepdTnTa Kot
VOpoTéAELD Kat, 6TO TtepIBdALov ot enepPacelg etvan Bepitéc. Ot e1d1kol yvopilovy 0Tt
avtn) 1 oA dmoyn eivor AdBog. H @atvvloketovovpio givor pior Lovoyovidlokn
acBévela 1 omola pmopel va OempnBel 611 opeileton amoxielotikd ota yovidwa. ITap’
Ol aVTE OpMG, M £KEPOCT TNG EAEYXETOL OO TN OTPOPY] TOL ATOUOL, EVOV
neptParloviikd mapdyovia mov pmopel vo eleyyxfel ko va avtipetomotel. «Xtnv
TPAYUOTIKOTNTO TPOKELTOL Yol (O TEPIMTMOON TOV WOG OElYVEL YOAPOUKTNPIOTIKA OTL
TOAAEG QOPEG M YVAGT TOL YOVOTOTOL WUTOPEL VO OMOTPEYEL TNV EUPAVIOT TOV

PavoTHTovy. >

Ta toyoio evpHoTo KATA TIG QOPLAKOYOVISIOUATIKEG eEETAOEL Umopel va
TEPIALAUPAVOVY TPOYVAGELS V1o LEAAOVTIKEG GOPapES Kat iomg Bavatneopec madnoels,
Y Tig omoieg mhava va punv vapyovv dwnbéoipeg Oepameieg, N YEVETIKEG TAPAALAYES
pe acapeig KAMvikég ovvémeleg. H kotvomoinon twv amotelecpdtov otov achevi
Hmopet va £xet EAPETIKG aPVITIKES GUVETELEC 0TV TTodTN T TG {mig Tov. 310 Tuyvad
elvarl mBavd tétoln evpNuoTa, EKTOS amd Tov avENUEVO Kivouvo gppdviong cofapmv
acHevel®V, Vo 0moKaADYOoLV, AOYOU YAPT, TEPITTMOGELS AavOAGHEVNG TATPOTNTOS, EVD
Katapyos N e£€tacm dev 6TOYELE G AVTO. AVTN 1| TAPATNPNON VILOYPOUUILEL TN HEYAAN
onpacio Tov £xEl 1 EUTGTOGVHVH TOV 060eVoDS, Tov VITOPAALeTol GE €£€TOGT, GTOVG
egpeovntéc.  Opmog  ywo  mwOAAG  Tuyoio  EVPNUOTAL OV  TPOKVLATOLV OO
(POPLOKOYOVIOLOUOTIKES OOKIUES, O KIVOVVOG TTOV TPOKLITEL OO TOV GLVIVAGHUO TOVG,

sivon apketd younhoc. 3t Edv evromiotel po kKAnpovouikny kot sEaipeticd S16168vTiich

3%8 Horton and Lucassen, “Consent and Autonomy in the Genomics,” 85.

309 Eyvpomnaikd Epyactipio Mopiaxnig Bioioyiog (EMBL),To uéilov twv Bioemotnudv, ptop.
Boowun Bakdxn (Adnva: TTavemompioxég Exdooeig Kpnng, 2006), 286.

810 Fabbri, and Serretti, “Genetics of Treatment Outcomes,” 6.

311 Fulda, “Ethical Issues in Predictive Genetic Testing,” 196.
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YEVETIKN TAPOAAOYN T.X. MO YEVETIKN dSwoTapoyn mov Kabiotd tov achevi Kako
HETOPOAIOTY] EVOC @appdrov, TOTE 0 1Tpdg Kot 0 achevig Ba umopodoav va £xovv
NOKN VIOYPEDGCT VO EVI|LEPMDGOLV TOL LEAN TNG OIKOYEVELNG. L20TOCO, 1) LTOYPEWDST] Y10,
éva T1£€1010 KO Kov Ba Ta EMTAKTIKNY LOVO GE TEPUTTMOGELS OTOL VITAPYEL TOAVOTNTO
éva pELOC TG okoyévelag va Aapupavel 1§ va Aapet LEAAOVTIKG £va, GYETIKO QAPLLOKO.
AMG KoOOC avTEG 01 YeVETIKEG e&eTdoelg Ba yivovTol OO Kol TEPLEGATEPO UEPOC TNG
dwdkaciog mepiBoiyng, ot wrpoi edAoya Ba vTobEéTovy, GAO Kol TEPIOTOTEPO, OTL OL
ovyyevelg Tov acbevodg mov Aapfdvovv €va avtictolyo @apuako Bo Exovv MoM
vroPANOel oTig KaTdAAnAeg efetdoec.3t? Avtd Oa kével axoun To SHGKOAO To STAAN LA
™G TPOKPIoNG HETOEL TNG TPooTaciag TG eAevbepioc Tov ATOUOL Kot, HLOG
OPEAMUGTIKOD TUTOV EMITAYNG, TNG YVOGTOMOINONG TOV AMOTEAEGUATOV GE PEAT TNG
owoyévelag. Eqv or mBavotnteg va éxovv vmoPAndel oe avdioyo éleyyo xou ta
vOlowma HEAN NG OKOYEVELNS TOV 0oBgvolg eivon peydieg, to diAnpa petald g
VIOYPEMONG YVOOTOTOINOTG TMV OTOTEAECUATOV GTO VITOAOITO UEAY, LE GKOTO TNV
MyY”M TPOATTIKOV HETP®V Kot TNG dappnéng e oxéong eUmoTooHVIG 10TPOV-
acBevovg, dv o Televtaiog dev cLYKATOTIOETAL GTN YVOGTONOINGT T®V OEOOUEVDV
TOV, yiveTon peyoAdTtepo. Xe o €100 TEPIMTMOOT, mov glvar moAD mhovn pe v
KaOEPOON TOV QOPLAKOYOVISIOUATIKOV EEETAGE®MV G povTiva Yo TNV ETAOYN TNG
KOTAAANANG QOPUOKEVTIKNG OY®YNG, TO OPEAOC OO TN YVOGTOTOINGT UEIDVETOL KO
OTOUEVEL HOVO 1 PNEN EUTIOTELTIKOTNTAG 10TPOV-acHEVODS Kot 1 TPOGPOAN TOL
SKoOUATOG TG avTodidbeons tov tedevtaiov. 'Etol o watpdg 6to SiAAnue mov
onpovpyeitor amd T GLYKPOLOT| TV KOONKOHVTOV Tov pHeTaEd TG TPOCTUGINS TV
oLYYEVAOV TOL 0.60EVODE Ko TOL amopprtov Tov acbevoic, éva diAAnua wov cuvnwg
1N Abon Tov givar VITEP TV GLYYEVDV, DAY B0 LETACTPEYEL GTOSIOKEA TNV GTACT) TOL

VIEP TOV ATOPPNTOL KOt TNG EUTIGTOGVLVNG TOV AGHEVOVG.

Me Bdon ta Topamdve TPOKOITEL TO EDA0YO EPAOTNHA UNTMOC 1) KEOE TepimTwon
Oa énpene va eEetaotel Egxwplotd, pe v Pfonfeta puoikd TV Prondikadv apymdv, oAAY
GUVEKTILOVTOG TOVTOXPOVA, TIG WWHTEPES MTLYEG KOl YOPOUKTINPIOTIKA TG KAOE
nepintoons. Mia t€tola Tpocéyyion Oa NTov 1 TEPMMTMOGIOAOYIKY, 1] OO0l EMITPEMEL
TNV EQOPUOYN TOV KAACCIKOV Blondikdv apy®v 6€ GUYKEKPIUEVEG TEPMTMOOELS. O

UTOPOVGE VO ATOTEAEGEL L0, EVOAAOKTIKT) AVGN Yo To bIo eEETaiom (NTHaTO GE GYEoM

312 |pid, 195.
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HE TNV €QAPUOYN TOV NOKOV apydv Kot TV €appoyn tov noikodv Bempudv, mov
ypnowonotel 1 Kupiopyn mposéyyion e Prondkic.?® H nepurtocioloyik; Osmpio
dev amoppintel TIg NON LVIdpyovoeg NOWESG apyEg Kot Kavoveg OAAL, akoAoLOMVTOG
dtapopeTikn pnebodoroyia, umopel va €0TIACEL KAAVTEPO GTNV VIO €EETOGT TEPITTMOOT).
Evo otig n0ikég Bewpiec apydv Aettovpyovpe mopaymytkd, Oniadn epapuoloviag po
YEVIKN KOl a@NPMUEVT] apYN OTN CLYKEKPIUEVT] TEPITTMOT), GTNV TEPUTTOGIOAOYIKN
Bewpla Eexvape amd Tn GLYKEKPIUEVT] TEPIMTTOOT TOV OGS TPOKAAEGE TO OIAANUQL,
ovvumohoyiloviag To loiteEPO YOPOKTNPIOTIKA TNG, YL VO KATOANEOLUE, HE
EMAYMYIKO TPOTO, GE KAMOEG YEVIKEC OpYEG Kol va odnynbovpe otn Adon TOL
SMpatoc.3* Tevikd o6tav mpokewwow vo mpoPovpe oe po MO ofoAdynon
0PeIAOVIE TTPONYOVUEVAS VO EEETAGOVLE TOL TPAYLOTIKE YEYOVOTO TTOVL GYETICOVTOL pE

™V mepintmon v omoia sEetdlovpe. 3t

H ¢poppokoyovidiopatikn vwdcyeTol vo LELOGEL TO XPOVO Kol TO KOGTOG TOL
amouteiton yo TV avamtuln evog eappdikov. H katnyoplomoinon t@v cuppetexdvimv
KOTO TO 0pylKO OTAO0 TOV KAWIKOV OOKIU®V 0o EMETPEME GTOVG EPELINTEG VA
GTPOTOAOY GOV OTIG UETOYEVEGTEPES OOKIUES, LEPOANTTAOVTOS, LOVO TOVG acBeveic
TOV, GOUPMOVO, [LE TO YOVOTVLTO TOVG, O LTOPOVGAV VoL @QEANB0VV 0md TO APLLOKO. LG
amoTéAeopo Ol KAVIKEG dokipég Ba pumopovcav va yivouv pikpdtepeg (oe aplOud
CULLETEYOVTI®V), PONVOTEPES, GCLVTOUOTEPES KoL 1] TIUT TOL Gopudakov va petwdel. Kot
EVO aVTO KOTOPYAS GaiveTal OTL LEIDVEL TNV £YKLPOTNTA TNG EPELVOG Y10l TO GUVOAO
T0v TANBvopoV, eaiveTor OTL €KTOG OmO TO OWKOVOUKO OPEAOG, 1 LEPOANTTIKNY
otpatoAdynon o pmopovoe va TPoevAdgel o dtopo mov mpoPAémeTan OTL dgv Ha
avtamokplBovv, and mbavég avemBounteg evépyeleg. Extd¢ amd v 01KOVOUIKY
oLVIGTOGO, 01 NOKES apyég TS ayaBoepyiag Kot g pun mpdkAnong PAaPng Oa émpene

VO ATOKAEIGOVY TN GKOTIN GOUTEPIANYT AVTOV TV aTdpV;Le

318 Trovpovra Moradodnua, «Bionbucég Apyéo» oto lazpixii Evfovn kar Asovroloyia, n-Taén EKITA
(May 27,2011), 2, https://eclass.uoa.gr/modules/document/file.php/MED317/Bion0ucég apyéc.docx
314 Edévn Kahoxopwoo, «Exiperpo. H Exidpaocn ng Apyaiag EAAnvikng Txéyng otn Toyyxpovn
Bion0um,» oto Bionliky. Apyaio Oiuaza oe Zdyypovovs lpofinuotionois, emp. Exévn
KaAokapwvod, Egvoyr. emp. Mark G. Kuczewski ka1 Ronald Polansky, utep. Myding Kotoitong
(ABMva: Tpavroc, 2007), 570.

315 @c0d00mg Meleypivne, lazpucy HOucp (AOYva: EAAnvucd Tpéppato, 2009), 41

316 Rothstein and Griffin Epps, “Ethical and legal implications” 228-31.
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O Illits Bewpsi, oyeTIKd pe TV KOWOVIKT] GUVIGTOON THG WTPIKAG SLAyVOOTG,
0Tl 6€ TOALEC TEPMTMOELS O 10TPOG, EVEPYDVTIOS MG EUTEIPOYVAOUOVAG, UTOPEL PE TNV
Jlyveon Tov va apovpocel v aflonpénelo. evog acBevolg kol TOL OlKelov
ePPAALOVTOC TOV KO, HEPIKES POPEG €@’ Opov {onc. «KoAlmvtag otV TanTdTnTe
eVOG avOpOTOV KATL AUETAKANTO EEVTEMOTIKO TOV GQPAYILEl TAVTOTIVE L Vo LOVILO

317

otlypo».>" Me T1G QapLOKOYOVIOLOUOTIKEG €EETACEL TO OTIyHo avTO UTOpel va

OTOKTNGEL 0L YPOLA OVTIKEYULEVIKOTNTAG KO LOVILOTITOG.

Mmropei Opmc, e€ottiog piag YEVETIKNG TapaAlayns, va otepndet £va dtopo v
a&l0TPENELR TOV PHEG® TOV GTLYHOTIGUOV TOV KOl TG GUUTEPLPOPAS TOV GAL®V, Yo
KAt Tov dgv givar vtevhuvvo 1o 1810 T0 dropo; O Kavt cuvdéel v avtovopio pe tnv
alompéneln ko poota, Bewpel v avtovopio og Bgpého g a&lompéneiag. H
avtovopia emrpénet otn fovAnoT| pag va yivetar vopog v tov eavtd . O kabévag,
®¢ éALoYyo ov, umopetl va viobetel LOVOS TOL T KPLTNPLAL KOl TOVG KAvOVES, Tov Oa
amoTEAEGOLVV TO YVOHovVe TV Tpdéedv tov. H avtovopio g fodAnong, mov yiveral
VOLOG Y10 TOV €0DTO TG, £XEL ®G PdAon To 0Tt 0 kaBévag pag sivor éva éAloyo ov. H
oLHPOVi TOV TPAEEDY pag 1e Tov 0pBd Aoyo elvar avtd mov pog kabiotd allonpensic
Kot LOvo gels, pe Tic Tpagels pog, LropovLe edv ogv etvor cOUE®VES e ToV 0pBO Adyo
VO GTEPTCOVLE OO TOV E0VTO HOG TNV OEIOTPENELN TOV Kol Kapia Tpdén 1 otaon twv

AV dev pmopel va pag kotoothost avallonpemeic. 3t

«Ovtwg 1 0AAws oe KGOe TEYVOAOYIKO ETITEVYUO. N ETLTTHUOVIKI] OVOKCADYN
mavta Qo vTAPYOVY KIVODVOL 01 ETIGTHUOVIKES OVOKAADYEIS Va. xpnotiuomoinovy
ue 1066og tpomo, waToGo 01 TEYVOLOYIKES KOl ENIOTHUOVIKES OVOKOADWEIS LOG
EYovv 0moel Kal, GVVEYILOVY VoL Lo OTVODY, TIG OTIOTEVTES OVVOTOTHTEG HOGS (O

eidocy 310

317 Mlits, lazpixny Néueon, 54.

318 Evdryyedog A. Ilpwrtonanaddxng kot Maipn Katdptn, «Ta Aedopéva Yyeiog wg EvaicOnta
[pocwnwkd Aedopéva: Yndpyer Kabnrov Kowomoinong;,» oto Bionbixoi [Ipofinuaziouor IV.
Aedouéva, Yyeiog kou I'evenika Aedouéva, emp. Mapio KaveAhomoOAov-Mzdtr kot Oepevikn
Ioavayomoviov-Kovtvatln (Abnva: Exdooeig [aralnon, 2019), 367-68.

319 Evdryyerog A. Tlpwtonanadixng, Kiwvoroinon kot BionOurj. Kiwvomoinon Avlponwy ko
Awcoacduozo (AOva: Exddoeig [Maralnon, 2013), 51.
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Kepdhioto 5. Evijuepn cuvaiveon

20VTOUN 16TOPia TNG EVIILEPNS GLVOIVESTG

H eviuepn ocvvaiveon pmopel va opiotel og pio andeacn, 1 cupewvio, Tov
TPOAYLOTOVETOL EAEVLOEPA, UETA TNV ATOKAALYTN OA®V TOV GYETIKOV TANPOPOPLOV.
Ooo1 acyorovvtol pe v NOKN cuuEVOHV OTL 1 GVYKATADEST LETA O evnuépmon
nepthapPdvet Tpelg Pactkohc TapayovTeS: AmOKAALYN TANPOPOPIDV, IKAVOTNTO AYNG

OTOPAGEMV Kot ANy amdpacng pe ehevBepn Povinon.32

H évvoia ¢ evijuepng ouykotdBeong dev amavtdtol 6€ 1Tptka 1 AL Keipeva
Ao TOLG aPYaiovg YPOVoLS HEXPL TOAD Tpocpata. H eviuepn cuvaiveon dev vrdpyet,
vy Tapddetypa, otov Inmokpatikd Opko. O 10Tpdc NTaV 0 KATOYOS TOV 1OTPIKAOV
YVOGEMV KoL TNG WTPIKNG TEYVNS KO NTOV AVTOG TTOL TEMKA £lye TNV N0 voypéwon
va amopacicet yia tov acBevi tov. EmmAéov, n oyéon gumiotoohvng HETaED 1aTtpod
kot acBevoug frav dedopévn. ‘Etot, n avdykn yio evnuépwon tov acbevoie dev tav
aroapaitnt). O tpdg NEepe Kot OeAe T0 KaAd ToL acBevoDS Kot 0 acbevig dev elye

AOY0 otV Mym g omodpacnc. 2t

Ynapyert ©6t0c0 1 droyn Ott, 101 oo TNV ETOYT TOV CLYLATINKOD TOALTIGUOD,
OAAG KO TOV EAANVIKOV Kot popoikon, £xovv Bpebel £yypapa mov vTodeUkviovY OTL N
napépuPacn tov yTpov £npemne, kATl KAmolwo Tpdmo, va eykpldel TpdTA Amd TOV
acBevn|. O ITAdtov (vopog 1V) giye non emonudvet ta mpoPAnpata, Tic Stodkacies Kot
TOVG TPOTOVG TANPOPOPNONG, MOV OATOTEAOVV WYIYUOTO TOV OPYDV TNG EVIUEPNS
ovYKaTdOEoNC. ZVOYETIGE TV TPOKTIKN TNG EVIUEPOONG KO TS GLYKATAOESG LE TNV

TOLOTNTOL KOl TV KOWMVIKY 0£61 Tov acBevong. 322

320 Lydia O’Sullivan et al., “Contributory Factors to the Evolution of the Concept and Practice of
Informed Consent in Clinical Research: A Narrative Review,” Contemporary Clinical Trials
Communications 19 (2020): 1, 100634, https://doi.org/10.1016/j.conctc.2020.100634

321 Yrovpovra Momadodnua, «Bionbuég Apyéo» oto latpixii Evfivy kai Asovroioyio, n-Taén EKIIA,
(May 27,2011), 5, https://eclass.uoa.gr/modules/document/file.php/MED3 17/Bion0wég apyéc.docx
322y, Mallardi, “The Origin of Informed Consent,” Acta Otorhinolaryngologica Italica: Organo
Ufficiale Della Societa Italiana Di Otorinolaringologia E Chirurgia Cervico-Facciale 25, no. 5
(2005): 312, https://pubmed.ncbi.nlm.nih.gov/16602332/
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210 mopeAbOV, 1 KaAn Tpoaipeomn oty veepPoAr) TG Kot o vtepPdAiwov {Aog,
ouvéBolov otnv avantuén tov morepvolopov. «Xopueove ue tov  Childress,
TATEPVOMGUOG elvar 1 apéuPacn evog atdpov otn BEANOTN Kot Tig embopieg evog

GALOV, LE GKOTIO TNV EMTEVEN TOV KAAOD TOV OTOHOV AvTOV».>23

O 1atpdc mov, ywpig evnuépmon kat yopig va {ntnoet ) yvoun tov actevoug,
aropacilel povog Tov Yo exeivov, Bempmvtag 0T, Ady® TOV YvOoE®V Tov, EEpel
KOADTEPQ TO Ti £XEL TPAYUATIKA avAYKN 0 AcGOEVIC TOV, ATOTEAEL TOPASELY O LATPIKOV
notepvalopov. To matepvaliotikd povtédo cvykotdbeong Oempel dedopévo OTL O
0TPOG EvepPyel e KOAN TPOOIPEST] KOl EVYEVELD Kol PE TIS TPAEELS Tov Tpombel To
ovueEpPov Tov acbevoig tov, gpapuolovtag de TNV apyn ™S Un Kokomoinong, tov
npocTatevEL amd mOaveg PAAPeC. 20T0C0, 6TO TAOIGIO TNG LTPIKTG EPEVLVOG EVOEXETOL
Vo NV LIapyEL AUEGO KOl ELPAVEG OPEAOG Y10l TOV 0GOEVI 1) TOV GLUUETEXOVTA KO
umopei va extedet, prima facie, og mepirtd kivovvo. Kalonpoaipeta, o matepvalopds
agatpel amd to dropo ™ dvvatdtTa emAoyNs. H dvodog Tou KoTtavaA®TIGHOD Kot TOV
euierevBepiopov, amd 10 1800 émwg to 1900, mpokdiese TV apgofritnon Tov
KOOEPOUEVOV KOWVOVIKOV KOl TOMTIKOV TPOTUT®MV, GUUTEPIAAUPBOVOUEVNG KoL TNG
TPk TPoKTIKNG. Ta dropa, otadiokd OAO KOl TEPIGGOTEPO, EVILEPDOVOVTIOV KOl
AmoLTOVGOV VO OCKTIGOVV TNV OUTOVOUIN TOVG, KAVOVTOG TIG OIKEG TOVG EMAOYEG GTO
YDOPO NG LYEIOG, LE OMOTELEGLO TNV AVOTTOPEVKT GUYKPOVGT] LE TNV TATEPVAAIGTIKY)
vootpomic. Kat, evdd o matepvaliopog Bempeiton oe peydro Pabud Eemepacuévog,
optopévol Bewpovv 0T, v Kot 01 acBeVELG VAOTOL00V TO STKOUMLLOL TG CLTOVO LIS TOVG
CUUUETEYOVTOS OTIC LOTPIKES OMOPAGELS TOV TOLG APOPOVV, 1 HeTdPacn omd TIC
WTPIKEG aPYES TNG EVEPYEGTOG KOl TN U1 KOKOTOINGNG 6TV awtovouio Tov achevoig
pmopet, Katd ™ dadwkacio Ayng g BepamevTIKNG amdPacTg, va emPophvel Kot va
dpdoel PePIKES PopEg apvnTikd Yo tovg acbeveic. O Jallinoja amoxaAel To povtéro
avtovopiag tov acfevodg TPOGAVATOAGUEVO GTOV KOTOVOAMTY, CUEIDOVOVTAS OTL Ol
acBeveic cvuyvd umopel vo osOdvovton wieon oty TPOcTAHELL TOVG VO KOTOVOT|GOLV
TIG TOAVTAOKES KOl EEEIOIKEVIEVES 10TPIKEG TANPOPOPIES, DGTE VO SOUOPPDOGOLV
dmoymn Kol v TEPovV o omdPacT 610 TAAICLO TG EVAUEPNS cLYKATABESNC. AVTO

elvai 1dwaitepa £VTovo 01N 01a01KAGIo TOV KMVIK®OV gpeuvmv. Emumiéov, ot duvotdtnteg

323 Yravpovra HManadodnua, «Bronducéc Apyéc» oto latpicr] EvBovn kot Acoviohoyia, n-Taén EKIIA,
(May 27,2011), 11, https://eclass.uoa.gr/modules/document/file.php/MED3 17/Bion0wég apyéc.docx
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KATOVONonG TV acfevdv mTotkilovy onUavTIKd Kol, COLP®VO LE TN O0KNPLEN TOV
Eloivit (Zvotdoeig yoo m de€ayoyn g KAMVIKNG épevvag o€ avBpmOTOLS), Ol
EPEVVNTEG TTPETEL VO, v Giyovpot OTL ot TANpoopies Exovv katovondel emapkdc. H
ovykaTaBeoT TPEMEL Vo, TapEXETOL EAEVLOEPA KOl LOVO HETA O TAPOYY| TANPOPOPIDV
OYETIKOL UE TOVG OTOYOVLG, TIG MEBOOOVG, TIC TNYEC YPNUATOOOTNONG, TIS TLYOV
OLYKPOVGELS GUUPEPOVTIMV, TIG OEGLIKES GYECELG TOL EPEVVITN, TO. VOLEVOUEVO, OPEAT
KoL TOLG TOOVOHS KIVOUVOLG TG LEAETNG KoL TV EVOYANGT TOL UTOPEL VO TPOKOUAECEL.
O Drolet onueidvel 01t aVTA TO GEVAPLO, UTOPEL VO ATOTEAOVV TPOKANOT] Y10 TOVG
KAMVIKOUG 10TPOVG, TOV TTPETEL VO, KATOVOT|COVV TIC AETTEC AOYPDGELS TOV ATOLTOVVTOL
Yy T BEATIOTN TPOKTIKY TNG EVIUEPMONG, Y10 VO, amo@Oyovy va BewpnBovv apeieis.
210 oOYyYpOvo €PELVNTIKO TTEPIPAALOV, OTOLONTOTE OmOTEPA eE0VAYKOGUOD 1 U
TAPOYNG KOTAAANA®V odnyudv otovg acbevels, mapafralet tig odnyiec tov Aebvoic
Yvpupovriov Evappovnong yio v Koy Kiwvikr Ipaktiky (International Council on

Harmonisation-Good Clinical Practice ICH-GCP).3?*

H evnuepopévn ovvaiveon oty 1otpikn mepiBoiym Oeswpeitar yevikd

OTOTEAEGLOL AVTIOPOONG TV ACHEVAV GTNV TATEPVOAGTIKT TPOGEYYICT] TOV YIOTPOV.

O Dworkin £6woe t0 d1KO TOV OPIGHO Y10 TOV TATEPVAMGHO, MG Tapiufaocn
otV elevBepia OpAcNG TOV ATOHOL, TOV dtKOOAOYEITAL OO TOV AOYO TOL AVAPEPETAL
OTOKAEIGTIKA 6TV vnpepio Tov atdpov mov e&avaykaletat. O Tatepvalopog eivat o
oQETEPIGUOC TG €Eovoiag AMMyng omoedoewy, gumodilovtag Tovg avlpdTovg va
Kévouv ovTtO TOL £YOLV OmOPACicEl, mopeUPaivoviag oTov TPOTO ANYNG TOV

omopace®y Tovg. 32

[ToAAég dkaoTikég LVITOBEGEIS Eekivinoay AOY® TOV OVGUEVOV EMTTOCEDV TMOV
WTPIKOV S1dIKOCIMV Y1 TG omoieg ot acheveic avtitdydnkav, 1 dev evékpivay, 1 dgv
ToVG dOONKav emapkeig mAnpogopies. [lapodia avtd, 1 WTPIKN EXEL LKL LOKPOXPOVIKL
TAPAd0CT| VIEPAGTIONG TOV GLUPEPOVI®V TV acBevdv. Amd 10 1665 ot ywutpoi,
wloitepa 0 01 XEWPOLPYOL, NTAV VTOYPEMUEVOL VO, TAPOVV TN GLYKATAOES €VOG
acBevoig Tpv amd To YEPOVPYEID, GOUPMVO LE TOVG VOLOLG ToL Aovka TG Y OpKNG

oV 1665, mov Nrav ot Wpvutkoi vopotr ya v Néa Yopkr. Qot16c0, akdurn Kot TOTe,

324 O’Sullivan., “Contributory Factors to the Evolution,” 1.
325 Buchanan, “Autonomy, Paternalism, and Justice,” 15.
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avtol o1 VOOl giyov oKoTEWVES Ko YKpileg TePLoYES. AVOPEPETOL GTOVG VOLOLS TOV
Aovka 611, 660 P Oepamneia Oev giye cagn Kivovvo 1 dev Tpokarovoe eppovn PAAPT,
oL ylatpol lyav to dtkaimpa va evepyodv yopig T cvykatdbeon tov acbevoic. To i
aKkpIPdg cvvicTovse PAGPN fTav ot kpion Tov 1Tpov.>2® To mpdto pueydro Béua mov
avEKLYE OGOV APOPE TNV EVIUEPT] CLVOAIVEGT UTOPEL VO EVIOMIGTEL GTNV TEPITTMOON
Pratt xatd Davis 1o 1905, 6mov évag yeipovpyos apoipeoe TN UNTPA Kol TIG mOONKEG
LL0G YOVaiKoG, TPOKELEVOL va, Oepamevaet TNV emAnyia tg. O 10tpdc vepaoticOnke
mv TPaA&n tov, oyvplopevog 0Tt évag acbevig ovykotatifetor clonnpd dtav
AQNVETAL 6T PPOVTION TOL 10Tpov. O 1aTpdg £XEL TOTE TO dKaimpa vo Oepamevoet Evay
acBeviy Onwg Bewpel KaAVTEPO, pe oTOYO TNV gunuepia Tov acBevovg. Ilapd tov
GYLPIGUO TOV Y1OTPOV, TO SIKAGTHPLO OTOPAGIGE VIEP TNG 0obevoic, vtootnpilovtog
OTL 0 WTPOG YEVIKOTEPQ N, ETL TOV TPOKEWEVOD, 0 YEPOVPYOS, OGO eMOEEIOC KoL EQV
etva, dev umopet va mopafracel yopic Adsto T COUATIKY AKEPOLOTNTA TOV AGHEVOVG
100.32" H OgpeMddng kopmy Opme Yo T GuyKatddest PETd amd evnuépoon dev
Tporypotoroonke mapd oxeddv o dekaetio apyodtepa, pe v vedobeon Schloendorff
katd g Etaupeiag tov Nocokopeiov e Néag Yopkng tov 1914. M yovaika prike
010 voocokoueio avagépovtog éviovn ovceopio oto otopdyl. Otov ot yarpol
avakdAvyay po pala kotd v odpkela g e&étaonc, N acbevig enépeive 0TL dgv
Nn0eie va amokomel n pala M o dykog. [Tapd tnv dpvnomn g, ot xeypovpyoi Tpoymdpnoov
OTO  YEWPOLPYEID KOl  TPOYUOTOTOINCAV  VOTEPEKTOUN. XPEWOTNKE EMTALEOV
YEPOLPYIKES EMEUPACES GTO XEPL TG, AOY® EUPOANG TOV TPOEKLYE OO TNV APYIKY|
YEWPOLPYIKN emépPact. Ty andeaocn ywo Ty vodeon avty o dikaotng Benjamin
Cardozo £6mwoe GLUVOTTIKG il ATTO TIG O YVOGOTES ONADOELS GTOV OUEPIKOVIKO 1TPIKO
VOO0, TOV apyOTEPQ EYIVE EVOG OO TOVG TVAMVESG TNG 1oYLOVGOS vopodeaiag Yo Tnv
vyeia, Aéyovtag 0Tt kéBe dvBpmmog evilikag Kot vYmG £xel To dkaimpa vo kabopicet

1 Qo yivel pe To ohpa tov. 328

H televtaio and tic vrobéoelg otov Topéa ™¢ cvykatdbeong Hetd amd evnuépmon
NTav N KAnms 1o cvyypovn vddeon tov 1957, tov Salgo katd Leland Standford Jr.
University Board of Trustees. Ze avth v mepint®on eLEavicTnKe Yo Tp®OTH Qopd O

Opoc ovykatabeon petd and evnuépwon. O acbeviig Martin Salgo Ebnvnoe mapdAivtoc

826 Dankar, “Informed Consent in Biomedical Research,” 464.
827 Dankar, “Informed Consent in Biomedical Research,” 464.
828 Dankar, “Informed Consent in Biomedical Research,” 464.
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LETA amd  oopToypaio. povtivag, 1 omoia mapdivon amodeiydnke poviun. O Salgo,
7oL Ogv elye evnuepmBel TOTE ad TOLE YOTPOVS Kol OL0HTEPO TOVG YEPOVPYOVG OTL
VIPYE TETOLOG KIVOLVOG, UINVVGE TO VOGOKOEID Kot Tov d0Onke amolnuioon 250.000
doAdpila. Avtr m vobeon EMECNUAVE GTNV GUYYXPOVY| LOTPIKY KOWOTNTA OTL, 1) 1N
ATOKAALYT 10TPIKOV KIVOOUVOV Kol EVOALOKTIKOV Ogpomeldv eivol ontio VOUKNIG
aAy®YNS. Avetuy®G dev NTOV HLOVO HEHOVOUEVES OIKOOTIKEG LTOBECELG TOV 0O YNCAV
v e€EMEN TG GLYKOTAOEONC LETA OO EVNUEP®OOT), ALY Kot TOAD peyaAdTEPO Kot
KOTAGTPOPIKA YEYOVOTO, TOL LITEPUSTILOVTOL Oyt LOVO TNV TPtk NOKY|, 0AA Kot oL
yevikd avOpomva dtkoopoto. To TpdTto yeyovog akoAovbel to PacavioTikd 1orTpikd
wePARate Tov valloTikoy KOppoatog ko’ OAn m owdpkea tov B’ IMaykoopiov
[MoAépov. Ov vall wrpol Pacdvicav kot okOTOoHV OOpOTE  CTPATOTES®V
OLYKEVTIPMOOTNG GTO OVOLO TNG EMIGTNUOVIKNG EPELVOC. AVTO 00YNCE GTNV KOTAdIKN
TV LTELVOOIVOV WTPpdV Kou oty gloaymyn tov Kddwa g NupepPépyng, omov
oniobnke o6t, M ebehoviikn ovykatdbeon Tov AVOpOTIVOL VTOKEWEVOL Elvarn
ATOAVTMG AmOPOLTNTH KOl OTL, Ol GUUUETEYOVTEG OTNV EPEVVO TTPETEL VA fpioKOVTaL GE
0éom va umopobv va ackovv eAedbepa T duvatdTNTO EMAOYNG KoL ETIONG OTL, TPEMEL

VoL £0VV ETOPKN YVAOGT KO VOL £XOVV KATAVONGEL ToL GTOtYsio. TG pevvoc, 322

To Odevtepo mepiotaTikd, ©TO0 omoio M EAAEwyn eAéyyov odMynoe oe
KOTOGTPOPIKA OTOTEAEGLLOTO, NTOV TO TEIPAPA PLAAK®V TOL ZTdvpopvt to 1971, 610
omoio [o opado LaONTOV ETPETE VO EVEPYNGEL EITE MG KPOATOVUEVOL, EITE G PPOLPOL,
o€ &va TPOcWPLVO COPPOVIGTIKO TePPAAiov. MeTd T HeEAETT, T ATOUA TOPOVCIAGOV
Eviovo Yuyikd Tpadpo. AKOUN Kou ot gpeuvNTéG mapodExOnKoy TIC £VIOVEC Ko

TOPATETAUEVES YUYOLOYIKES ETIMTMGELS TOV TEPEUOTOC,. >0

H tpit mepintmon givar to meipapa tov Tuskegee Syphilis. e avto to neipapo
o v Yanpeoio Yyeiog tov Hvopévov [olMtewwv, peletnkav ta aroteAéopata
Mg cVEING o€ avBpdnwv mov dev voPAnOnkav oe Bepancia, og ddotnua 40 €TV,
apd 10 yeyovog Ot ta dropa glyav evnuepmbel ot to meipapa Ba daprkovoe povo
Myovg pnvec. E&axodcior gtmyol agpoapepikavol gpydteg yng mpav pUéPog. Amo
avtovg, ot 399 elyav cOEIAN, evd o1 201 Oy Ta dropa dev evnuepmOnkay Ot giyov

Vv acBéveln kat, ov Ko vpye dbéoun Bepaneio pe mevikidiv, 0ev Tovg 600nKe

829 Dankar, “Informed Consent in Biomedical Research,” 464.
330 Dankar, “Informed Consent in Biomedical Research,” 456.
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Kapd GAAN Bepameio. AT N WNUEIOONG TapaPiaon TovV avlpoTivov SIKumUdToY,
palt pe to melpopo TV ELAOK®OV ZTAVEOPVT, onuovpynoav to Bepélo dote M
OLLOGTIOVOLOKT) TOALTEID VO TPOGTATEYEL TAL AVOPOTIVO, VTTOKEILEVO KO OTLLIovpynOnke
€161 0 KOWOG KAVOVOG, TOL OMOITOVGE ENONTEIN TOV AVOPOTIVOV VTOKEUEVOV OO
KuPBepyntikd Opyava. EEattiag Tmv pikaAeoT)T®V GTO YOPO TG avOpdTIVNG £pguvag,
TPOEKLY OV O1APopeS vopobeoies, dmmg o kKadkoag tng Nupeupépync, n otoknpvén tov

E)civki, 0 Kowog kavovac, kadag kot 1 éxOson Belmont. 33t

Iotopwcd, ot epevvntég  evepyodoov  oLVNOMG  TATEPVOAOTIKA Ko
TEPLEAAUPOVOY GTNV EPEVVO GUUUETEXOVTES YMPIC TNV amapaitnTn TANPOoEOHPNoN N TN
oLYKATAOEST) TOVG. XTAOIOKA ETIKPATNOE VO LOVTEAD GVTOVOUING Kol GLYKOTAOEONG
Kot to, dropa Nrav mAéov eAebBepa va emAéEovy edv Ba cuppeTtdoyovy o pio Epguva
N oyt [Hopdro 1o 611 1 draknpvén Tov EAcivit dnimvet 0Tt To LEAT TG OKOYEVELNG 1)
OLMYETEG TG KOWATNTAG EXOVV POLO GT| GTNPLEN TG AYNG ATOPAGEDY TOVS Kot aLTd
UTOPEL VO OGKNGEL LOYVPN ETLPPON, WOLAUTEPA GE OPICUEVES KOWVWMVIES, 1] ETIAOYN OVIKEL

TEMKA OTOV UEHOVOLEVO GUUUETE OVTAL. 332

To 1989 o W. A. Silverman éypage 011, uéxpt Tpv amd mepinov tpiéva ypovia,
N £KTOOT TNG EVNUEPMONG KoL TNG avalNTNonG cLYKATAOESN G Y10 LUTPIKES TOPEUPACELS
emnpealotav omd €va HOVIEAO gvepyeciag omnVv emayyeApatikn ocvumepipopd. H
EVNUEPOUEVT GLVOIVEST €0TPEYE TNV TPOGOYN] OTNV VIOYPEWON GERACLOD NG
avtovopiog TV achevmv Kot 1 vEa aVTY) amaitnor £ywve ELEOVIG 6€ OVO EEXMPITTONG
WTPIKOVG TOUELS. TNV KaBnUepv] KAVIKN 10TpIKY] TPakTIkn T0 1957 kot oT1g KAVIKES
peAéteg to 1966 ciye dnuovpyndet éva umepdepévo dumhd mpdtumo cuykatdbeong. H
ouvnOng ovykatdBeon eraveEetaldtav, av oyt KaBdAov, povo avadpopikd. Ot yatpol
VIOYPEOVVTAY ATANDS VAL AABOVY EVILEPOUEVT] GLVAIVEST] KOl LYV ELOYIGTOTOOVG OV
T1¢ afePardtnreg oxeTikd pe v koAvtepn Oepomeia, Bewpovrog OTL Empeme vo
mapEYovy otovg achevelc tovg (o capn cvotaon yo opacn. H ovykatdbeon yuo
WTPIKEG HEAETEG o€ pio KAViKN Ookiur eEetaldTov HEAAOVTIKG KOl Ol yloTpoi
VIOYPEDVOVTOV OO TOV KOVOVIGLO VO EMGTLAVOVY OTL SEV VTLAPYOVY ETAPKN GTOLYXEID
Yoo vo. Umop€covV Vo KAvouv ot opBoroyikn emAoyr] HETOED 000 GLYKPITIK®V

Oepanciov. 'Hrtov advvaro va emvonbBodv mpaxtikég ovykotdbeong KatoOmy

31 Dankar, “Informed Consent in Biomedical Research,” 465.
332 O’Sullivan., “Contributory Factors to the Evolution,” 1.
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EVNUEPMONG TTOVL VO IKAVOTOOUV  TANPMG TIG OVTAYWOVIOTIKEG NOKEG EMTAYEC TOL
oePacpov g avtovopiog Kot g mpodbeong yia evepyesia, pe Epupoon otnv aéio g

vyeiag kot g Sikonoovvng.>

To 1979 n ékBeon Belmont anetédece pia npoondbeia yio v enilvon tomv
NOwov (NMuaTov mTov dnpovpyohviol Ge o EPELVA e OvVOPAOTIVAL VTTOKEIEV,
dturtdvovtag NOkég apyég Kot katevBuvipieg odnyiec. Tpeic facikéc apyég petald

OTOV TOV £iVOL YEVIKG amodekTég oyetilovon iaitepa pe v NOwh g Epsvvag. 334

H ntpddytn apyn etvar o ogfoaopog yia ta dropa. O 6EBAGHOS TOV TPOCHOT®Y TOL
CUUUETEYOVV OTNV £PELVA EMIPAALEL TNV OVTIUETOTION TOV OTOUOV O OVTOVOLN
TPOCMOTA KOl OVOQEPEL OTL, TAL ATOUO HE UEWOUEVT TKOVOTNTO aVTOVOUiag (vdAwmta
dropa) ypnlovv €dkng mpootacioc. O cefacudc g avtovopiog €xel WG 6TOXO Vo
000¢l Bapog oTIg AVTIMYELS KOl TIC EMAOYEG TMOV GUUUETEXOVIOV (OC OVTOVOU®V
TPOGOTMOV Kot 0 GERAGHOC TOV EMAOYDOV TOVG TEAEl TAVTA VIO TNV aipegon OTL ot
evépyetéc toug ogv Ba givon emPrapeis yio Tovg dAlovg. v mepinTmon g Epevvac,
o ogfaocudg v o dTopo omoutel TV €0EAOVIIKY] GLUUETOYN, WETE amd TANPN

EVIIEPMGT TOL GKOTTOV Kot TNG dtadkaciog g épsvvac.3°

H devtepn apyn elvar  apyn g evepyeciag. Oppva Le ovT TV apyn, To
dropa avryetomilovron pe n0KO TPOTO, APEVOS LE TO GERUCUO TOV ATOPACEDY TOVG
Kol TV mpootacia Tovg and mhavhy PAAPN Ko, aeetépov, pe v kotofoin kdbe
dvvatng mpoomdbelong v T Oc@aiion g sunpepiog toug. O Opog gvepyesia
Bewpeitor ovyvd 0Tl KoAOmtel mpdéels kaAng mpoaipeong M erhavOpomiog, Tov
vrepPaivouv v avoetnpn vroypémon. Xty £kbeon OUwc, M gvepyecia vogitar pe
oyLPOTEPN EVVOLN, VOEITAL MG VTOYPEMCT]. ZVUTANPOUATIKEG EKQPACELS SUTOHTMOTG
TOV EVEPYELOV TTOL KOO YOUVTOL OO TV apyN TS evepyesiag elvar ot €ENG: o) Agv
BAdmtope ko B) Meyiotomolovpe ta mBava 0QEAT KO EAAYLOTOTOOVLE TIG TOOVEG
BAdPec. Opmg 0 pOAOG TG apyNS TNS EVEPYETTNG OEV Eival GE OLES TIC TEPIMTMOGELS TOGO

EexaBapoc. 'Eva duokoro nOwo TpoPAnpa yio mtapddetypo, ivor o EpEuve o TondLd

33 W A. Silverman, “The Myth of Informed Consent: In Daily Practice and in Clinical Trials,” Journal
of Medical Ethics 15, no. 1 (1989): 6, https://doi.org/10.1136/jme.15.1.6

334 Office for Human Research Protections. “Read the Belmont Report.” HHS.gov. January 15, 2018.
https://www.hhs.gov/ohrp/regulations-and-policy/belmont-report/read-the-belmont-report/index.html.
335 Office for Human Research Protections. “Read the Belmont Report.” HHS.gov. January 15, 2018.
https://www.hhs.gov/ohrp/regulations-and-policy/belmont-report/read-the-belmont-report/index.html.
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oL ToPoLGlalel €va WKPO KivOuvo, Y®PIG AUEST) TPOOTTIKY OQEAOVS Y10, TOVG
ovppetéyovrec. Opiopévol woyvpilovror 0Tt po T€tota £pevva Eivol amopdoeKTr, VM
Kdmolol GAlotl emonpaivouy 6Tt owtd T0 Oplo Bo amokAeioel TOAAEG €pgvveg TOL
VIOGYOVTOL LEYAAO OPENOC Yia TO Tadld 6TO LEALOV. X PEPIKEG OVOKOAES TEPITTAGELG
N apyn TS evepyeciog 0ev pumopet va ddoel Eexdbapec katevbuvoelg Kat, avTiféTmd,

umopei va emPadel SvoKoreg amopdoetc. >

Téhog, Tpitn apyn etvar  apyn g dtkarosvvne. Tlolog mpémel va amokopicet
ToL OPEAN TNG EPELVAG KOl TOL0G TTPEMEL VO, PEPEL TOV Kivouvo;. Avtd eivan Eva CRTnua
JKOLOGVLYNG HE TNV £VVOLa TNG SLOVEUNTIKNG dkaooOvng. Oa Tpémel va vidpyet m.y.
dikoun koTavoun 0eEA0LG HETAED TOV GLUUETEXOVTOV KOl VOL UMV OToppinTeEToL KATo10
6pelog mov OwoaovTot €vol dtopo, xwpig Pdoo Adyo, | va punv emPopvveton
dvcavaroya. o mopddetypa, 1 €TAOYN TOV EPELVNTIKOV LVITOKEWWEVOV TPETEL VAL
eetaotel mpokewévov va  mpocdloplotel €6V oplopéves TOEELG  EMAEYOvVTOL
CLGTNUATIKA, HOVO AOY® NG €0KOANG O100eG1UOTNTAG TOVS, TG KOWMVIKAG TOVG
0¢onc, 1 TOL EVKOAOV YEPIGLOV TOVG Kol Ot Yo AOYOoLg Tov oyeTilovTan Aueca e To

TpOPALa Tov peletdron. 33

H epappoyn avtav tov yevikov apyov oty oeaywyn mmg épevvag, Oa
00N YNGEL GTNV EVILEPOUEVT] GUVAIVEGT], GTNV EKTIUNGT) TOL KIVOHVOL KOl TOL 0OPEAOVG
KO TNV AUEPOANTTN EMAOYT TOV VTOKEWUEVOV TNG EPEVLVOC. ZYETIKA LE T dtodtKacia
NG oLYKOTAOESTG, VILAPYEL Lo EVPEMG dLOEdOUEVT] Aoy, OTL gival amapaitnTo va
TEPLEYEL T GTOLYEID TNG TANPOPOPNOTNG, TNG KATAVON GG TOV TANPOPOPUDY OO TOV
GUULETEYOVTO, KO TO GTOLYELO TNG EKOVGLOG GLUUETOYNG. XT0 B0 TG TANPOPOpPNONG,
arortel va 00000V emapkeic TANPOEOPIES Yo TO GKOTO, TOVS KIvOHVOLS KoL TO. OQEAN
Kot g OMAwmon 0Tt 10 vrokeipevo pmopel vo amocvpbel amd ™ peAétn ovd mhoo
oTyun). QoT1060, 0V LILAPYEL £VOL TPATLTTO Y10 TOEG KOl TOGEG TANPOPOPIES TPEMEL VL
mapEYEL 0 peLVNTNG. Mmopel €d® va mpotabel To TPOTLITO TOL «AOYIKOD £0EAOVTIY,
ONAadN M €KTOCT KOL 1) QUGN TOV TANPOPOPIOV TPEMEL VO, VoL TETOW DOTE TOL ATOUAL,
yvopilovtag 611 1 dwdikacio dev eivar 00Te amapaitnn Yo T EPOVIida TOVG, OVTE

fomg TMPpOC KaTOVONTY, VO UTOPOVV VO OTOPACIGOVV €dv  emBupovv  va

336 Office for Human Research Protections. “Read the Belmont Report.” HHS.gov. January 15, 2018.
https://www.hhs.gov/ohrp/regulations-and-policy/belmont-report/read-the-belmont-report/index.html.
337 Office for Human Research Protections. “Read the Belmont Report.” HHS.gov. January 15, 2018.
https://www.hhs.gov/ohrp/regulations-and-policy/belmont-report/read-the-belmont-report/index.html
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GUUUETAGYOLY GTNV TPOAYWYN TNG YVOONS. AKOUN KOt OTOV OVAUEVETOL KATO0 AUEGO
OPELOC Y10, VTOVG, Ta LITOKEIpEVA O TPETEL Vo Kotavoovv Egkabapa To péyedog Tov
KIVOUVOL Kot TNV €0€AoVTIK) @OON TNG CLUUETOYNG. ZYETIKE LE TNV KOTOVONOT|, O
TPOTOG KOl TO TAOIGIO HE TO OMOI0 HETOPEPOVTOL Ol TANPoQopiec eivar e&icov
ONUOVTIKO UE TNV 1010 TV TANpopopia. ['a mapddetypa, n TapoOLGINcT) TANPOPOPIDV
LE OITOOI0PYOUVMUEVO Kol YPIYOPO TPOTO, aprvovtos TOAD Alyo ypdvo yio e&étaon 1
nepropilovtag Tig sukopieg yuoo POTNOCELS, UMOPEl var emnpedcovy apvnTikd TNV
KOVOTNTA TOL VITOKEWEVOL VO, KAVEL [0 TEKUNPLOUEVT] ETIAOYN KOl TOVTOXPOVO,
EMEON M KAVOTNTO KOTOVONGNG TOL VTOKEEVOD vl GLVAPTNON TNG VONLOGOVNG,
NG AOYIKNG TOL 1KOVOTNTOG, TNG MPOTNTAC KOl TNG YADGGOS, £lval amoapaitnto vo
TPOGUPUOCTEL 1] TAPOLGIACT] TOV TANPOPOPIDOV GTIG IKAVOTNTEG TOV VITOKEEVOD. Ot
gpevvNTEG elvar vTevBuvol Yo T SOTICTMOOT NS KOTAVONONG TOV TANPOPOPLDOV 0
10 vtokeipevo. Evo vapyet mhvto n vroypémon vo e£akptBaveTal 0Tt 01 TANPOPOPIES
OYETIKA [LE TOV KIVOLVO Y10 T LTTOKEIpEVA £fvol TANPELS KOl ETOPKMOG KOTAVONTES, OTOV
ot kivduvol glvar coPapotepot, avti 1 vroypémon avéavetatl. Ilepiotaciokd, propet
va anofel xpnoo va 50000V KATolEg TPOPOPIKES 1 YPATTEG SOKIUACIES KOTOVOTOTG.
To 1pito otoyeio g evruepng ovykatdbeong eivar n ekovold cvppetoyny. M
oLYKATAOEST) GLUUETOYNG OTNV £pevva fvar £yKupn LOVo eGv 000l 01kel00ehdS. AvTd
10 otowyeio ¢ evnuepopévng cvykatdbeong amaitel, Katd ) cvykatddeon, va unv
vrhpyer e€avaykacpdg 1 abféutn emppor] oto cvppetéyovra. O eEavaykoaopog
TPOKVTTEL OTAV oL APOKGAVTT ameld)] PAAPNS mapovsialetar okOTL amd Eva
dtopo og GAAO mpokeEVOL vo. emttevyBel coppdpewon. H adikatoldoyntn emppon,
avtifeta, ovpPaivel péow og TPooEOPEs VREPPOAIKNG, OOKOOAOYNTNG 1
OKOTOAANANG  avtopolfnig, M GAANG  @Onong, mpokewwévov va  emitevydel
ocuppdpewon. Eniong, ta xivntpa, mov Ba tov cuvnbwg amodektd, pumopel vo yivouv

0 UKOOAOYNTEG EMIPPOEC, EGV TO VITOKEIEVO £ivar Wiaitepo svdlmTo. 38

H apyn g evnuepopévng ocvykatdafeong oToyevEL OTN VOUUOTNTO TNG
vyglovokng fondetag kKo tetvel va avtikatontpilet Tnv £vvolo Tng 0LTOVOLTNG KO TOV
OTOPAUGIGTIKOD OLTOTPOGOIOPIGHOL TOV ATOHOL, Tov amortel Ko {ntd 1oTpikég

napeppaocsic. 3 H ovykorddeon katomy evijuépmong stvon o Stadikacio mov Stapkei

338 Office for Human Research Protections. “Read the Belmont Report.” HHS.gov. January 15, 2018.
https://www.hhs.gov/ohrp/regulations-and-policy/belmont-report/read-the-belmont-report/index.html
33% Mallardi, “The Origin of Informed Consent,” 312.
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ko’ OAn 1N owdpkeln TG peAétng. H eBelovtikny ocvppetoyn mpénel va eitvarl Tpoiov
KATOVONoNG OA®V TV BacIK®V 6Totyel®V Kal avTtd To onueio eivar Wiaitepa 0OVGKOLO
va dec@ariotel. Ot Tapdyovteg Tov UmAEKOVTOL OTn dladtKacio Katavonong sivot
TOAD OVOKOAN OlYEPICIHOL Kot VIAPYOLV PACIUEG OVNOLYIEC OYETIKA HE TNV

Sradikacio yio ™ Ayn cvykatddeong Wiaitepa otn yevetikh épguva. 40

H avagopd Belmont eivon pia mpd ékepacn g TpocEyyiong TV Te664pov
apYOV TOL avarTUYONKAY TPOGPOTO VO TNV EMIOPACT TNG TOELNG aVATTLENG TV
Blotatpikmv texvoroyidv. Anpoctevdnke to 1979 kat avantoydnke otic HIIA, aAld
oLVTOpHO emekTAONKE Ko oTlg GAleg Ayyhocalovikég ympes. H mpocéyyion twv
TEGGAPOV 0PYDV GLVIVALEL Vo GUOVOAD NOIKAV apydV KOOOAKE 0TOSEKTMV, 01 OTTOTES
Katevfovouv v avBpdTvn cuumeplpopd, taitepa OTIG TPOPANUATIKES ekelveg
TEPMTMGELS OL OTOTES EYEIPOVTAL LE TV EPAPLLOYT] TOV PLOTEXVOAOYIDV GTIC GUYYPOVES
kowwvieg. H mpocéyyion avt Bprke v KA0oGIKN TG S0TOTOOT Kot avaALGT GTO
£PY0 aPEVOC peV TV aueptkovav grhocdéemv T.L. Beauchamp kot J.F. Childress,
Apyéc g Bioiatpikng HOwmc, apetépov de tov Bpetavod grhocdeov Raanan Gillon,
duocopuk Tatpikn HOwm. Xtig mpoceyyicelg t@v 1e60dpmv apydv, OTmMG cuyvd
ovopdlovtat, yivetar mpoonddeio va AneBovv v’ dyn 1060 dEOVTOKPATIKES OGO Kot
cvvenslokpatikés Osmprioec.>* ‘Etot, yia mapdderypo, or Beauchamp wou Childress
mpoteivovy TécoEPIS TPpOTOPYIKES apyéc. Tnv apyn g awtovopiag, v apyn e

ayaBomotiog, TV apyl TG I-KAaKOToinong Kot Ty apy g dtkonocvvnc. 342

Extoc amd t1c téooepig avtég apyés, ot Beauchamp kou Childress oto BifAio
toug Principles of Biomedical Ethics, emonuaivouv o6tt vmépyovv kot dAlot
JeVTEPEVOVTESG KAVOVES, TOV SEMOLY TNV ATPIKT NOIKT, OT®G gival 1 VTOYPED®ON NG
aAnBobg evnuépmong otov acsbevn, 1 TPooTaGio TG WIMTIKATNTAG TOV Kol 1) THPNON

TOV 10TPIKOV OamoppnTov, kabmdG Kot Odpopotr GAAOL KavOVeS, OO M EVHUEP

340 M. Gabriela Alcade kot Mark A. Rothstein, «HOwé Znthpoto otn CoppokoyoviSiopoTikny
"Epgvva,» 610 Popuorxoyovidiwpotixy ko lpowteivouatixy. To Epyaleia e ECatopkevusvng
lazpixiic, emyt. Fedpyrog [otpvog kot Zompic MoviovBdlra, EevoyA. emu. Steven H.Y. Wong, Mark
W. Linder kot Roland Valdes, Jr, ptop. Anuntprog Xappdarng (Abnva: Exdoceg [apisidvov A.E.,
2010), 23-24.

341 Kodoxaipvo, «Enipetpo. H Enidpaon g Apyaiac EAAnvikc Txéyng," 575-76.

342 Tom L. Beauchamp and James F. Childress, Principles of Biomedical Ethics, 7" ed. (New York:
Oxford University Press, 2009), 13.
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cvvaiveon.>* TToAkol amd avTovg Tovg Kavoves umopsi va BempnBodv Tapdywyol Tov
apyov g Prondikng. Qg mapdoetypa propet va avaeepBel ) amokdivyn g aAnbetog
oTov acbevn, TOL gival amOPPOLN TS APYNS TOV GEPAGHOL TNG avTOVOUinG, KoOmG O
acOevig 0e pmopel Vo TAPEL OLTOVOUES OMOPAGELS Yo TNV VYElR TOV €dv Ogv €xet

eMOPKT| Kot EIMKpV evjpépmon. 344

2VVaiveST) Kol QOPUOKOYOVISIMUATIKESG EEETACELS

H peAlovtikn emtuyio g watpikng axpieiog eaivetor onuepa vo eaptdrol
MyOTEPO OTd TIG TEYVIKEG KO EMGTNUOVIKEG EEAIEELS KO TEPIGTOTEPO ATO TIG MNOKES
Kol KOWOVIKOTOMTIKEG e€€eAilels. Amapaitmtn mpoimdBeon ywo ™ Smuovpyia
YPNOL®V PAGEDV O£d0UEVOV POPUAKOYOVIOIOUATIKOV e€eTdoemV givar 1 eBelovTikn
CLUUETOYN VYOV TANBVoudV. Ta Tpoypdupato pHeydAng KAipakog BAong 0edopEVmV
etvar {OTIKNG oNUAGIOG Y10 TOV GLVOVOCUO TOV UEUOVOUEVMV YEVETIKOV TOPOALLYDV
pe KAMvikny onuoaocic, To oroio pe T o€pd Tov Bo ATOKAADYEL, TAOG 1 SPOPETIKN
YEVETIKY cLVOEON TV TANBVCUOV oYeTIlETOL LE SIUPOPETIKES OMOAVTNGELS TOV OTOU®V
ot Oepameieg. Avtd onuaiver 0t Bo mpémer va dnuovpynBovv tepdotieg PAcELS
dedopévov, mov Ba. GLYKEVIPAOVOLV, GE £VO OAOKANP®UEVO CUGTNUO, YEVEUAOYIES
OEQOUEVMV OTKOYEVELDV, IGTOPIKA acBeVAY, evalcincieg 6 POPUAKEVLTIKES OVGIES Kot
yovidtwpotikd dedopéva. Eniong, o mepuntdoelg mov £va LELOG TG O1KOYEVELNS VOGET,
yivetalr OA0 Kot o GuYVA EAEYXOG OAANAOVYIDV T®V GTEVMOV GLYYEVAOV TOV 1), GE
OPIOUEVEG TEPUTTAOGELS, TOVS {NTETOL VO AEITOLPYNCOVY MG ORAdN EAEYYOL, YL VO

BoNOHCOVY GTOV EVIOMIGHO TMV YEVETIKOV TAPayOVTIaY.>*

Mmnopovpe Aowmdv va vmootnpiovpe OTL €va yovidlopo Oev pmopel va
epunvevtel pepovopéva. H epunveia tov Paciletor omn ocvykpion Pacemv ehéyyov

QLOIOAOYIKOV OedoUEvaV, Le PACELS EAEYXOVL UT QLGIOAOYIKMV TOPUALNYDV, TOV

343 Tom L. Beauchamp and James F. Childress, Principles of Biomedical Ethics, 7" ed. (New York:
Oxford University Press, 2009), 14-15.

344 Yravpovra Hanadodnua, «Blonduéc Apyéo» oto latpixii Ev@ovy ko Asovrodoyia, n-Taén EKIIA
(May 27,2011), 3, https://eclass.uoa.gr/modules/document/file.php/MED317/Bion0wég apyéc.docx
345 McGonigle, “The Collective Nature of Personalized,” 1.
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mpokalovv voonuoata. Emopévog, m ko ypnon Tov  dedouévev  omoTeAel
ovamOoTOoTO PEPOC TN dladkaciog epunveiog.3*® Avtd onpaiver 611, 6ho Ko
neplocoTepo dtopa Bo mpémel vo AapPdvouy HEPOG GTO EPEVVNTIKA TPOYPALLOTOL
avAALONG YEVETIKAOV d0UEVOV, GUUTEPIAAUPAVOUEVOD KOl VYLDV, TOL €K TPMTNG
Oyemg 0ev €yovv Gueco OQeAOG amd TNV ovykekpluévn €pevva. Kdatt tétoo Ha
JOKIUAGEL TIG OVTOYEG TNG EMKOWVOVING HETAED EMGTNUOVIKNG KOWVOTNTOG KOl OTADV
avlporwv, oe Béuato evnuépmong, EUMIGTOGVUVNG Kot 7oV amd TAEVPAC
EMOTNUOVOV, Y10 CUUUETOYN TOV ATOU®MV, ACHEVAV Kol KUPIMG VYLDV, G YOVIOLOKEG
épeuves. O peyaAtepog I6mG OKOTEAOG TOL TPEMEL VAL AmoPeVYDel KoT™ apydc, OGOV
a(pOPAE T CLUUETOYT TOL OTOLOV GE L0 EPELVA, ELVaL 1] CLYKOTAOEST] TOV, TOL TPEMEL
ATOPOLTHTOG VO TANPOL TIG Topadoctokés Tpobmobicels, mpokeévov vo. OempnOei
£yKvpn Kot va VITAPEEL O TNV TAEVPA TOV EPELVNTH O OTAUTOVUEVOG GERUCUOG GTNV
avtovopia Tov cvupetéyovioc. H mAnpopdpnon mov d€xeTol 0 EKACTOTE VITOYNPLOG
v va cuykatatedel o o épevva givor Sucavaroya peydAn, andppola. apeVOs TV
AEMTOUEPELDV TTOV Y10, LI YOVIOLOUOTIKT £pEVVA EXOVV LEYAAT OMNUAGTO KO OPETEPOL
Y0l TN VOUIKT] KAADYT) TOL EPEVVITN GE UL EVOEYOUEVN £YEPOT AYOYNG, OO TN LEPLE

TOV VITOKELLEVOD, Y10 TANULUEAT] EVIUEPMOT).

Q01600 o yevetikn Otdyvoon 0o cuvemaydtav peydAo OQelog Yoo Evov
ONUOVTIKO aptOpd aTOUMV KOl TOV OIKOYEVEIMV TOVG, KATA TPOTO MGTE, TO VO, ODGOVV
To. QTOpHO. TO O€OOUEVO. TOLG OTN QOPUOKELTIKY Propmyovio, TPOKEWEVOL v
OTOKTGOVV L0 YEVETIKN SLIYVOGT TTOL 1| YpEdlovTal aneATIGUEVa, Oa pmopovce va

sivan 1 povn Avon. >4

Mo GLGTNUOTIKY OVOCKOTNON EVIOMIGE £E1 LEAETEG TTOV SIEPEVLVOVYV T GYXEGT
petalld NG MOGOTNTOG TOV TANPOPOPLOV TOV TAPEYOVTIOL GTOVG acBeveic Kot Tng
wpoBupioag Tovg vo. GUUUETAGYOVY o€ KAMvIKN €pevva. Téooepilg amd Tig €61 peléteg
£oe1&av 0Tl 1 awénuévn TANPOPOPNGN CLVOEETAL [UE YAUNAO TOCOGTO GLYKATAOEGNG.
Av Kot ovtd pmopel va onpaivel YoUnAOTEPO TOGOGTO KATOVONGNG TOV TANPOPOPLOV,

OTNV UETE TOTEPVOAIGHOV €MOYN, M TOWOTNTO NG GvLYKOTAOeons pmopel vo givan

346 Horton and Lucassen, “Consent and Autonomy in the Genomics,” 86.
347 Horton and Lucassen, “Consent and Autonomy in the Genomics,” 86-87.
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VYNAOTEPN, LE OMOTEALECLO TEMKEL, YOUNAOTEPO TOGOGTA OITOYDPNONG OO TIG LEAETEG

KOl GUVETAOC LIKpPOTEPY AmMdAELD, dedopévay.34

To 1986 o Silverman moapatipnoe 0Tt 1 Ypant cvykatabeon eival apketd
eOKoAO v epoppoctel, aAAd avapot)Onke €dv évag acbevig pmopel moté va
KOTOVONGEL TANPOC o KAVIKY Sokiur]. Avopotiinke emiong, €dv o ntav moté
duvatd va mpoypatoronel aAndwvn evipepn cvvaiveon mov vo IKOvOTolel OAa Ta
eUmAEKOUEVO LEPT) Kot Bedpnoe OTL 1) avtovopia Tov acBevovg Epyetal TOAAEG POPES
6€ GUYKPOLOT| LE TIG 0pyES TG evepyesiac kot g dikonoovvng.>*® Ta tehevtaia 50
xpovio M dadikacio cvykatdBeong Katoémyv  evnuépwong €xel  pvbotel ko
TUTOTOLEITOL OAO KOl TTEPIGGOTEPO, EVD Ol TPOKANGELS TOPOUEVOLV EMIHOVES Kol
dvokoro va Eemepactovv. Ta évivma cvykatdBeong eivor OAo kot Mo poKpd Kot
nePIMAOKO, OTOKPOTTOVTOS ONUOVTIKEG AETTOUEPELEG Kol GLYVE oyedialovtal yio va
e&umnpeToHv Ta CLUEEPOVTA TOV WPLUATOV Kol TV xopny®dv. Ta dedopéva deiyvouv
OTL Ol GUUUETEYOVTEG £YOVLV GUYVA TEPLOPIGUEVT] KATAVONGTN TOV TANPOPOPLDV TNG

HELETNG, OKOUT KO OTOV £XOVY VIOYPAYEL [iol pOpLO GuYKaTEOsoN .3

H yovidiopotikn épevva, mov avapgifoia cvveyilel va divel eAmida, 1060
OTOVG EPELVNTEG, OGO Ko 6TOVG acOeveis, Yo va £xel amotédeopa, pmopel vo ypetdleTon
vo avafe®pNGOLVE TO HOVTELD TNG EVILEPNG GLYKATAOESNG 1), TOLAGIGTOV, OVTEG
etvar or tpmdTeg evdeiEers. Ommg avapépOnice TponyoLvUEVMS, 1) EVILLEPT GLUVAIVEST £)EL
®¢ TPoHTOHOEST TNV TANPY TAPOYN TOV GYETIKAOV TANPOPOPLDV, TNV KAVOTNTO TOL
GUUUETEYOVTOG VO KATOVOTOEL TIG TANPOPOPIES Y. VO dMGEL TN GLYKATAOEST] TOL KO
v gBghovtikn ovppetoyn. Qot6c0, 1 TOALVTAOKITNTA Kot 1] afefatdTnTo GYETIKA LE
TNV EPUNVEID TOV OTOTEAECUATOV TNG YEVETIKNG £PELVOS, UTOPEl VO KATOGTNGOLV
avépikta Kot ta Tpio avtd otoyyeio. To TeAKA omOTEAEGUATA TNG YOVIOUDUATIKNG
épevvag pmopel vo etvar acaen Kot 006KoAo va mpoPArepBovv, yeyovog mov koot
dvoyepn €m¢ advvarn TNV TANPY EVNUEPMOTN TOV GCLUUETEXOVI®V OO TOVG
gpevvntéc. Oplopévol  gpevvnTéc  auEoPnToLY  emiong v wavoTTo,  TOV
TEPLOCOTEP®Y  0GHEVOV VO KATOVONGOLV TANPMOG TNV  TOAVTAOKOTNTO NG

YOVIOLOUOTIKNG €peuvag. AKOUN, LE TNV amOKAALYT TNG 0AANAOVYI0G OAOKANPOL TOL

348 O’Sullivan., “Contributory Factors to the Evolution,” 5.
349 O’Sullivan., “Contributory Factors to the Evolution,” 3.
350 Grady., “Informed Consent,” 857.
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YOVIOLOUOTOG VILAPYEL HEYAAN TOavVOTNTO TVYXOL®V EVPNUAT®Y, TA OToio UTOpEl va
00MYNOOVV G€ NOKA STAMANUOTO KOl GE OUYOVES KOTAGTAGELS, E01KA €0V 1| oNUacia
AVTAOV TOV EVPNUATOV Elval aoaEnS Kot 0e00UEVOD OTL, TA OTOTEAEGLLOTO LLOG TETOLOG
EPEVLVOC  avOmOPELKTO Oa  €YOVV  EMATMOOELS OTOVG OTEVOLG GUYYEVEIG TOL
OLUUETEYOVTOG oTNV €pevva. Emouévag, dtopa mov dev £(0vv dMGEL TN GLYKATAOESN
TOVG Y10 YEVETIKO €AEYYO UTOPEL eMioNng va EXNPENGTOVV OO T YEVETIKA EVPTLLOTAL.
Mepikoi ouyypa@eic YoV TPOTEIVEL 0L KKAMUOK®OT» TPOGEYYIOT, KOTd TNV ool
0TO GTOLO OV GLVOLVEL TPOGPEPETAL EVOG KATAAOYOS ETAOYMV UE TIG OTTOiEG Umopet
elte va. cvppwvnoet glte va 11 amoppiyel. Evd avt) n mpocéyyion Bewpeiton omd
OPIOUEVOVG G PBEATIOTN TPOKTIKY, LRAPYOLV KAmoleg evoeilelg OtL M mpochHetn
EMAOYN, o€ ocuvovaoud pe MO ToAOTAOKES TANPOQOpiec, umopel vo avéncetl Ta

emimeda Gyyovg 6TovG cVLUPETEYOVTEG. >t

H «xatdAinin evnuépwon» evog atdpov mov AAUPAverl pio omdQact GYETIKA
pe 10 €dv B mTpoympnoel N Oyl 6€ YOVISIOUATIKO €Aeyyo, eivan pia mpokinon. [a
napadetypa, n €pevva delyver 61t 100.000 cvppetéyovieg oto Genomes Project dev
&xouv caen avauvnon eqv emédegov 1) oev eméreEay va yvopilovv Tovg Kivohvoug yia
NV VY&l TOVG, €AV aVTOL 01 Kivouvol dev oyeTilovTay LE TNV KOTAGTAGT TOV 001YNCE
otV évtaén Toug oto £pyo. 0,11 ki av glyav emAEEEL OPMC, Ol TEPIGGOTEPOL LTTEDEG AV
O0tL ot gpeuvntég Ba toug 10 Eleyav av Pplokotav «katt onuoavtikd». [Hapd
Aemtopepn Owdwacio cvykatdfeone, avtd oto omoio ov acbeveig mictevav OTL
CLULPAOVNOAV, NTAV UEPIKES POPEG EVIEANDS SLUPOPETIKO amd ovTd Tov Bempodcav ot
ywtpoi ot glyav cvppwvnoet ot acbeveig Tovg. Edv n ouykatdBeon kpiveton kabapd
pe PBdon v KOTOVONCN KOU TN SWOTHPNCN TOV GYETIKOV TANPOPOPL®V, ovTd Oa

OmOTEAOVGE TPOPAN LA Yo 0 TOVG TOVG acOeveic. 35

Ye o perétn o Herz avépepe 611 106 acBeveic exkmodedtnrov and €va
VEVPOYEPOVPYS Kol pio EEEIOIKEVUEVT] VOCOKOUO TPV OO LUL0L VEVPOXELPOLPYIKN
enépuPaon. [Hoapd tig onuavtikég mpoondbeteg g opddag, ot acheveig onueiwsoy povo
43,5% emruyio o€ po aEloAdynon yvaong, n onoio peiddnke oto 38,4% £&1 efoopddeg

apyotepa. Opoimg, og pio Epevval Y10, T cLYKOTAOEST GE EAEYYOUEVEG KMVIKES QOKIES

%1 O’Sullivan., “Contributory Factors to the Evolution,” 5.
%52 Horton and Lucassen, “Consent and Autonomy in the Genomics,” 86.
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10 1986,  Meoyneio TOV KAVIKOV 10Ttpdv Bedpnoav OTl 01 CUUUETEXOVTEG OEV

KOTOVONGOV TIC AETTOPEPEIES TG Epeuvac. ™

Befaimg dev éxouv OAeg o1 ¥pNOEIS TOV YEVETIKMOV dedoUEVDVY TOV 1010 Babuo
achQelc. e €va EVILTO GLYKATAOEONG Y10 YOVIOIOUOTIKEG UEAETEG TMPEMEL V.
VILAPYOVV GYETIKEG TANPOPOpPiEg Yoo TNV Thovy ypnomn TV dedopévov. Avtd glvar
COP®G EVKOAOTEPO Yo piet KAOOPIGUEVT] YOVIOIOUOTIKY HEAETY), Tapd Yo pict ¢OpLaL

ovYKaTdOESC TOL APOpd, emi mapadsiypott, pia Protpamelo. 3>

Ov mpoimobécelg ovykatdbeong kabopilovior and 10 ['evikd Kovoviopd

[Tpoctaciog Asdopévav Kot GuyKeKpLUEVa 6To ApBpo 7 Tapdypaeog 2:

«EQV 1 CLYKATAOETH TOV DIOKEWUEVOD TOPEYETOL GTO TAOLOLO YPATTHS ONAWONS 1]
omoia 0popa. ka1 dila Béuota to aitnuo yio. ovykotabeon vmofdiletar Katd,
TPOTO OOTE VO EIVOL GOPMOS OIOKPITO a0 10, GAlo. Béuata o€ Katavonty Kol
gdKolo. mpoafaaiun Lopel, XPHOUOTOLDVTAS GaPH Kol oAl Jatdmworn. Kabe
TUNLO THS ONAWENGS GUTHS TO OTTOI0 GVVIGTE, TOPGLOTH TOD TOPOVTOS KAVOVIGUOD

dev eivar deouevtieé».>>

Ot yovIOIOUOTIKEG JOKIHEG UTOPOVV VO dMGOLV 0. GEPE SLOPOPETIKMV
OmOTEAECUATOV. MePIKA  amoTEAECUATO  YOVIOIOUOTIKOV  OOKIUMV UTopel  va
Tpomomomcovv o Bepameion pe T€t010 TPOTO MOV VO AALAEEL EVIEADS TN (o1 €vOg
atopov. Mepikd dAAa TopEYouy o ENYNOoM Yo (o VOGO Kol EMA0YES Y10l TO LEAAOV.
Al B€ToVV TTEPIOCOTEPEG EPOTNGELS TOPA amavinoels. Kamowo dAda amoteléspota
TApEXOVV AMPOGOOKNTEG 1 AVETIBVUNTEG TANPOPOPIES KOl TEAOS, TOALA eV TTAPEXOVY
timota ypnoo. Mepikég dOKIHEG dEV KATAANYOLUV GE KAVEVO OTOTEAEGLO TTPOG TO
Topdv, aALAE 1 cuveLOUEVT] EpUNVELN UTOPEL VO OMOKOADYEL YPNOUYLES TANPOPOPIES
010 PEAAOV. ZVVETMG, KOTA T OdlKacio. cuYKOTAdeons 1 evnuépmon TPEMEL Vo
nepthapPdvel éva gvpl @dopo afEfolmv amoTEAEGUATOV KOl VO TPOETOUALEL TOVGS
CUUUETEYOVTEG Y10 TOAAEG Kol SLopOpeTIKEG KaTaotdoels. [lepattépw, kdtt To omoio
avédvel TOAD TV MO VIAPYOLGO TOAVTAOKOTNTO, TPOKVTTEL Omd TO OTL Ol

YOVIOL®POTUKOT EAEYYOL Y10 VOl ATOWO UTOPEL VO ATOKAADYOVY TANPOPOPIES TOV £YOVV

353 O’Sullivan., “Contributory Factors to the Evolution,” 3.

354 Meller, “Addressing Benefits, Risks and Consent,” 256.

35 “EUR-Lex - 32016R0679 - EN - EUR-Lex,” 2016, Europa.eu. 2016, https://eur-lex.europa.eu/legal-
content/EL/TXT/?uri=CELEX%3A32016R0679
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oY£0M LE T HEAT TNG OIKOYEVELAG TOV, 1] 1] EPUNVEID TOV YEVETIKOV TANPOPOPLDV £VOG
OTOHOV UTOPEL VO OVOYKAGEL EUUEGOH TOVG GLYYEVEIC TOL VO GLUUETAGYOLV GE

Sokiuéc. 30

21N GULUUETOYN OE YOVIOLOUOTIKEG OOKIUEG vl dTopo pmopet va Bpet tuyoioa,
TANPOPOPIES OYETIKEG LE TOVG PLOAOYIKOVG GLYYeVeEiS Tov. Mepikég popéc avtd pmopel
va oyetileton dueca pe v vyela tov, pe peydin Befardotnta. o mopdaderypo, eav
aviyvevtel 1 10w mopariay] BRCAL og 600 Eadédpia pe mpotomadn kopkivo tov
HaoTOoV, oL TPodtadétel e Paphtepn eKONAmon vOcov, oty ovcia Oa Ppedei n idla
TOPOAAOYT] KOl GTOLG YOVEIG OV Ta GLVOEOVV. MePIKEC POPEG 1) CLUVAPELD TOV
EVPNUATOC OYETIKG pe TNV vyeio Oa givor mo aféPoam 1 Oa e€aptdran kot and ToO
neplpdArov. Tlapddetypo oto0 mapomdve omotelel €va  dvopevég  evpmuo
KAnpovopkomtog o éva moudl pe avamtvélokn kabvotépnon. Xvvnbog (ntaue ™
ovykatdBeom Tov atopov mov mapéyet detypa DNA vy doxyun. Ta dAAda dropa otnv
OLKOYEVELHL TOV OUMG, TOL EVOEXETAL VA JAYVOOTOVV WE KATOO YEVETIKY dlOTOpyN
HEG®O TOL TEGT, Oev &youv eptOel, oV KOl CGE OPICUEVEG TEPUTTAOGEIS OLTN M
duvatdtto Thovdg Ba depevvnBel ektevVAS, ¢ LEPOG TNG dradikaciog cuyKaTadeonc.
To yovidtopatiko amoTEAEGLO TOV OTOLOV GUVIEETAL APPNKTA LE AVTO TOV BLOAOYIK®V
ovyyevav tov. Ot KANPOVOMIKEG YEVETIKEG TANPOPOPiEg AOuTOV, TPEMEL VO Eivor
EUTIOTEVTIKEG Y10, TIG OIKOYEVELEG Kol Oyl LOVO Y1 TO. ATopo. AVTO glval ONUAVTIKO Vo
depeuvnBet mpv amd ™ yovidtopoTikn €€ETaoT, ev UEPEL YLo. VO TPOAAPOVUE TIC
KOTAGTACELS OOV 01 acBeveig dev emBLUOVY VO LOPAGTOVV YEVETIKEG TANPOPOPIES
OYETIKEG LE TNV VYELD TOVS e TOVG PLOAOYIKOVG GLYYEVEIG TOVG, OAAG TTLO GLYVA Y10, VO
eEetdoovpe Twg pmopel emttevydel avt n emkowovia, dv kpBel amapaitnt awd To
amoteAEoHOTO.  YTOPAAAOVTOG G YOVIOIOUOTIKY OOKIUN €vo Atopo mpémer va
yvopilovpe 6Tt evdeyonévmg vtoPdAloviie g SOk Kot GAAOVG avBpdTOLS, Y®PIic TN

ovykatdOson tovg. >’

M dAAn mToyx| mov yperdleTon Wloitepa TPOGEKTIKO YEPIGUO elvar M
duvatotto e€eMEemg 1 ovaTPOTNG NG EPUNVEING TOV YOVISIOUATIKOV OOKIUMV,
kabng eediooeTon 1 emonUovikn yvoon. Ot cuintoeglg cvykatdbeong Tpémel va

aKoAovOnoovy o Aemti) 1ooppomion LETAED, apeEVOS Vo apnoovy va evvonbet 0Tt ta

3% Horton and Lucassen, “Consent and Autonomy in the Genomics,” 85.
357 Horton and Lucassen, “Consent and Autonomy in the Genomics,” 88.
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amoteEAEoHOTO OEV Elval OPIOTIKG, £T01 MOTE 01 0cBeveig va yvopilovv OTL evogyeTal va
OAAGEOLY KOl QPETEPOV, Vo UV Onuovpyndel n mpocdokiot OTL TO YOVIOIWUOTIKA
dedopéva Ba emaveletdlovtor TokTikd kot ot acBeveig Oa evnuepmvovtal, €dv dev

VIAPYEL OVTIGTOL(OG INYAVIGHAG Y1 vaL Stacparicst katt T€T010.3%8

O unyaviopds ovykatdbeong Bo mPEmEL vo TOPEYEL OTOL VTOKEIUEVO TV
dedopEVMVY ELEYYO, OYETIKA LE TO 010G Umopel va €xel TposPfacn ota amodnkevuéva
YEVETIKA O€G0UEVO, TOVG, Y10 TOLOVE GKOTOVG Kol Yot TOG0 Kapd. Ot TpoKANCELS Yo
TNV TPOGUPUOYT] TOV VOICTAUEVOV OladIKACIOV oVYKOTAOESNC oTa GVYYpOova
Brotatpikd dedopéva eivat ToAvdidotates. Ot tpéyovoeg cuykatadioelg dev dabétovv
™ SVVOUIKOTNTO TOV Omalteiton Yoo o ovyypova dedouéva. H mopadociokn
ovykatdBeon oyedldoTnKe Yo va acyoAnfel pe o poévo perétn, He GLYKEKPUEVO
okomd kot mpokabopiopévo ypovikd dtbotnua. H dwdikacio Paciletar xuping oe
KAmo1o £yypao Kot cuVIOME KATAYPAPETAL TNV apyN TNG UEAETNG, LLE ATOTELECLLOL
Ho. 6TATIKN Ol001KOGI0, TOV TAYIDOVEL TIG TANPOQOpieg cvykatdadeong 6 avtd TO
OULYKEKPIUEVO YPOVIKO onueio kot amattel vo mpocdtopilovtar OAES o1 HEAAOVTIKEG
YPNOELS OEOOUEVOV KT TN OTLYUN TNG ap)IKNg cvuykatdbeong. Me v avénon tov
LEYOA®V OEOOUEVOV, TNG OVTUAANYNG TOVG, TOL EMAVOTPOCIOPIGHOD TOVG KOl TNG
OLYKEVTPMOTG TOVG OE TEPACTIEG amoOnKeg, £xel Kataotel avépPikto va mwpoPrepBovv
OAEC O1 LEALOVTIKEG YPT|OELS KOl EPAPUOYEG TOVS KATH TV OPYLKT| OTLYUN TNG GVAAOYNG.
H mpoomdBeia mpokaBopiopod oG celpdc HEALOVIIKOV YpNoewv meplopilel
ONUIOVPYIKOTNTO, TNV EPEVPETIKOTNTA KO UTOPEL VoL TEPLOPIGEL GNUAVTIKE VP LATOL
mov Ba Tpoxvyouvv amd v Epevva. H duvatdtra evnuépwong eniong, 6Gov apopd ta
peydo dedopéva, dev elvar dvvarn amod v apyn g Eépevvas. [Ipoodevtikd avEdvel n
gUmEPlOL HOG Kot 1 Kotavonon pHog yo to 0gdopéva kal, 060 1 Epgvuva mpoympd,
ALEAVEL 1) TOGOTNTO TV OEOOUEVOV TOL OLPOPOVV TO ATOLO TOV GLUUETEYEL Ta peydia
dedopéva.  OmOKOAOTTOUY  GUYVAL  OmPOPAENTEC  GUVOECELS HETAEL  SLPOP®V
CLUUETEXOVT®V, MG €K TOVTOV TOPOVGLALoVY HeYaADTEPN afefatOTNTO CYETIKA LE TN
peAlovtikn épevva. Meréteg dsiyvouv emiong OTL Ol GUUUETEYOVTEG £XOVV SVOKOALN
OTNV KOTOVON O TV TANPOPOPLOV GVYKOTAOEGNC, WGTAOGO GTIG POPLES GLYKATAOECTG
ovveyilel va avEdveTot 1 TocOTNTA KOt 1 TOAVTAOKOTNTO TWV TANPOPOPIDOV Kot vt

TOOVOV VO EVOOUATOVOVTOL GE ol OVGKOAT VOUIKT YADOGoO. X& TOAAEG TEPIMTMOCELG,

358 Horton and Lucassen, “Consent and Autonomy in the Genomics,” 88.
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OTOVG GUUUETEYOVTES TAPEYOVTOL QLTE TO LLOKPOGKEAT £YYPOPA LOVO Y10 TNV AITOPVYN
OTOLOICONTOTE VOUIKNG EVODVNG TV EpELVNTAV, 1| OOl0. SLGYEPALIVEL TNV KATAVONGN.
Me v afefardtnta oxeTIKA 1e T LEAAOVTIKN £pevva, TN UEYAATN dtdpkela (oNG TV
oLYYPOVOV  OedOUEVAOV KOl TNV VIOYPEMON  TOPOYNG OTOVS  GUUUETENOVTEG
TANPOPOPLDYV, GYETIKOV HE TOV TPOTO TPOCTACIOG TMV OEOOUEVMOV TOLG, Eivol
ONUOVTIKO Ol GVYYpoveS amobfkes Proiotpikmdv dedopuévav va cupmepthapfouvy éva
KOAG GYESOOUEVO KOl OAOKANPOUEVO EKTALOEVTIKO TPOYPOLLLLO, TOV VO avayvepilet
OTL Ol GUUUETEXOVTES UTOPOVV VO, OTOPPOPNGOVV TEPLOPIGUEVO OPlOUO TANPOPOPILDV
ova mTdoo oTypn Kot OTL 1) EMKOVOVIOL LE TOVG GUUUETEXOVTEG YL TNV  OTOKTNON
KATAAANANG ovykatdBeong yio kabe véa pelétn eivar emimovr, ypovofopa Kot
damavnpn. EmumAéov, n ouykatdBeon avt) pmopet vo £xel apvnTiko avTiKTuTO GTOVG
CLUUETEYOVTEG Kol otV gpeuvntiky mpoomdbswa. H dvvatdmta avakinong g
ovykatdBeong tvor emiong évo amapaitnTo KiviTpo Y10l T GUUUETOYN OTNV £PELVA KoL
oVoloTIKO UEPOG TG apynG Tov €Bedovtiopnol. Aoy 1 cuykatdBeomn mapéyel GTa
dropa 1o SKaimpa va amoPacifovy TOTE Kol TMG VoL XPTCLUOTO0VV Ta dEGOUEVA TOVG,
Oa mpémel Aoywd v €xovv To dkaiopo vo TV oAAGEOLY N} v TNV OVOKOAEGOLV.
[Mopadociakd, n amdcvporn amd pio HEAETN Yy TV omoio €vo ATopo £dmcE TV
ovykatdBeom Tov, NTav pia anAn oadwocio. Avtifeta, kabmg Ta tpéyovra dedopéva
ETOVOYPTCLOTOLOVVTOL KOl KOVOTTOIOVVTOL GE TOAAOVS EPEVVITIKOVS OPYUVIGLOVGS Y10l
AOPIOTEG YPOVIKEG TEPLOOOVG, TEPUTAEKETOL OTULAVTIKA TO {Tnpa TG avakinongs. Evog
KOAOG UNYaVIGULOGC TopaKOAOLONONG Y10 TV KOV YP1ION T®V OEO0UEVDYV, O TPETEL VL
EMUTPENEL TNV AVAKANGT cvyKatdBeons, VO TV TPoVTAOesT OTL £XO0VV YivEl COOTES
CLUE®VIEG TPV amd TNV KON YPNoN TOV OEO0UEVAOV KOl YPNOCLULOTO0VVTOL
KOTEAAAOL ppyoviopol Yoo ™ So@élion ¢ cvppdpemonc.®>® Qotdco, sivar
onUavTiKd va onueiwdet 6t andovpon dedopévav Ba LTOPOVCE VL ETNPEAGEL TNV
EYKLPOTNTO TOV ATOTEAEGUATOV TNG UEAETNG, BETOoVTaGg £T61 G€ Kivouvo TN HEAETN Kot
VTTOVOUEVOVTOG TV TPOGSTADELD KOl TO YPOVO TMV EPEVVNTAOV KOl GUVIGTOVTAS GTOTAAN
TOp®V. O Tpéxovoeg PEATIOTEG TPAKTIKEG GLVIGTOVV VO, OTOPPITTOVTOL TVYOV dElyaTaL
OV GLAAEYOVTOL OTTO TO ATOUO TTOV €MV el va amocvpBel amd Tn peAétn Kot va unv
YPNOLOTO0VVTOL TALOV TPkd dedopéva. QoTOGO, To KOOXpnoTo delypaTo Kot

dedopéva dev yperdletoan amopaitnta va avakAnBovv. O Tevikdég Koavoviopog

359 Dankar, “Informed Consent in Biomedical Research,” 469.
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[Ipootaciog Ilpocomikdv Agdopévov (GDPR) ywo moapdderypo, mapéyer ota
VTOKEIUEVO, T®V OEOOUEVOV TO SIKOIMUA VO OVOKOAEGOVV TN GLYKATAOEST TOVG AVl
ndoo otiyun kot dniavet 6Tt Ba glvar 1060 gvkoAo va avakindeil n cvykatdfeon 6co
Kot vo, 600eil. Q6TO60 1 ATOGLPGT) IGYVEL LOVO Y10 LEAAOVTIKT EMeEePYAGio OEQOUEVMDV
Kol Oy o€ dedopéva mov Ppiokoviot o1 o€ emeepyacio. Agv ivan emiong capéc mmg
VO XEPICTOVUE TO. OEGOUEVO TOV VEKPOV GUUUETEYOVIMV KOl 0V Ol CLYYEVEIG 1 Ol
amoyovol pUmopohv Vo GGKNCOLV TO OKOUmUE OVAKANGONG. X& avTd To eSoPETIKA
duvopkd mAoIGl0 Ol YPOUMUES METOEDL KAWVIKNAG KOU  EPEVVNTIKNG  TPOKTIKNG

gEacOevifovy.>®

I"o opiopévoug, Ta toudtatpikd dedopéva Bempovviat iaitepa evaicOnta. Edv
éva moudl mpokerton va vtoPAnOel oe PappoKoyoVIStOpATIKO EAEYYO, O YOVEaG 1| O
KNOEUOVAG TOL Tod100 Bl TPEMEL VoL TAPAGYEL TN YPOTTH SLYKATAOEST TOV OonteiTal.
[Mopd v amaitmon yw yponty cvykatdBeor, Bo mpémel va Tapéyoviol 6To moldi,
avéloyo pe TO OvVOTTLEINKO TOV GTAS0, KOUTAAANAES TANPOPOPIEG GYETIKA UE TNV
e&étaon. [add pikpodtepa TV 7 €1®V SV UITOPoLV GLVIHOME VO KATOVOGOLV TO
O0PEAT TOV QOPULAKOYOVIOIOUATIK®V eEeTdoemV. Ta mandd Opme peyaddtepng nAtkiog,
Katd v kpion TV gpevvntdyv, Bo mpémel va cLppETdcyovv ot Sludikacio
ovykatdBeong, og Evoelln oeBAGOD GTNV AVOTTUGGOUEVT AVTOVOUT TOVS, ALG Kot
G U0 TPOETOOGTO Y10 VO TAPOVV MG EVAAIKES LdVOL ToVg amopacelc. Edm Pefaimg
Ba pumopovoe va dnpovpyndei Eva TpdPAnpa dtav o Evag ek Twv S0, YOVENS 1 TEKVO,

apveiton kot o GALog cuvouvei. 36t

Optopévol mpoteivouv 0Tt TpEmeL va amorteiton cuyKatddeon akdun Kot yio to
un tpoodoptopéva mandtatpikd dedopéva. Ot Marsolo et al. vmootnpilovv v avérykn
EMOVEYKPLONG, OTAV O GUUUETEY®V Yivel 18 €MV, amd Hio EQOPLOYT VTOAOYLOTY|, TOV
€100TO1EL TOVG EPELYVNTEG OTOV O GUUUETEX®V Yiver 18 eTdv. Qo6TOGO, 01 GUUUETEXOVTES
7oL Yivovton EVAAIKES, EVOEXETAL VO UMV avTIAoUPBAvovTol TAVTOTE VTO TO OUTNLAL Yol
€K VEOL GLYKOTAOEST, AV pLabaivouv OTt Ta dedopéva Tovg £xovv ypnoiLomotn et yio

OpKETE XPOVIOL Ympic T Skl Tovg €181kt GVYKoTdOeo. 362

360 Dankar, “Informed Consent in Biomedical Research,” 469.

361 Brothers, “Ethical issues in pediatric pharmacogenomics,” 194.

362 Annabelle Cumyn et al., “Informed Consent within a Learning Health System: A Scoping
Review,” Learning Health Systems 4, no. 2 (2020): 9, https://doi.org/10.1002/Irh2.10206.
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Ev olyolg, o1 yovidtopatikég €peuveg eivor mEPIMAOKES KOl E€VOEYETOL VO
TOPAYOVV TOALATAG OTOTEAEGLLOTO, LLE TNV TTAPOSO TOL XPOVOL, KOOME 1 TVTOVOVTOL
OLPOPETIKEG EPOTNACELS Y10l TOL 1010 OVETEEEPYOOTO OEOOUEVO M| VEOTEPES YVMGELS
ypnoonoovvtar otn dwdikacio gpunveiog. Eivar dhokoro va epappoctodv ot
EVVOlEG NG EVNUEPOUEVNC ovykoTAbeong o€ por Katdotaon Omov To mThoava
amoteAéopoto  lvar  dyvooto, AGYy® NG HOVOSIKOTNTAG T®V  YOVIOU®UATIKMOV
dedouévmy Tov €16ayovTol, OAAG emiong kot AGy® TG TOAVTAOKOTNTOG TOL Vo
odnynbovpe PECHO OVTAOV TOV OEOOUEVOV GE KATOO GLYKEKPLUEVO amotédeopa. H
TPOKTIKN NG ovykatdbeong otnv wtpikn €xer eehybel oe peydio Pabud oamod
ATAOVGTEPES OTPIKEG KATACTAGELS, Y10 TOPpAdEypa edv Oa yiver eyxeipnon 1 OxL, 1| Qv
Ba xopnynOei éva pappaio 1 6xt. Ot kivdvvol etvar cuyva mo e0KoAo va TpoPArepOodv
Kol To. amoteléopato umopel va mhovoroynbovv pe peyoivtepn oxpifela. Xtov
YOVIOLOUOTIKO ELEYYO avTILETOTILOVUE SLPOPETIKEG SVOKOAMES. Mg voptkovg dpovg,
Y va gtvan éykopn 1 ovykatdeon Tpénel va vhpyel KATOAANAN evnpuépwon. AALG
OTIG YOVIOLOUATIKES OOKIUEG avTd NON apeiofnreitol Evtova. [Ipokepévou €va dropo
va glvar kavd va AaPel P cuykekpipuévn andeaot, mpénel va eivar og Béon va
KOTOVONGEL Kot Vo 6TaBUicEL TIC amapaitnTeg TANPOQOPIES Y10 VO OTOPAGIGEL KOl VL
yvootomomoet 1§ embupieg Tov. [l TIc PapUAKOYOVISIOUATIKES SOKIUES avTd elvarn
apeiforo. Ot GUVERELES TOV YOVIOIOUOTIKGOV dOKIU®V Umopel vo etvar ampoPAentec,
oKOUN KOl Yo. GTopa Tov yvepilovy kold to medio.> Axoun kot ot yrarpoi pmopet
0 OPKETEG MEPMTAOGCELS Vo omnpifovior oe pi eOppa cuykoatabeong ywpig va
yvopilovv pe GoeNVvel TO aVTIKEILEVO Y100 TO omoio evnuepd@vovy. Avtd Ba elxe wg
OTOTEALEC O, O1 ATOVTNGELS TTOV Bl 00000V GTIC SIEVKPIVIGTIKES EPMTNGELS TOL AoHEVOLG
vo unv etvon okpiPeic M, yewpdtepa, o watpdg va dnimoet dyvown. Kot otig 600

TEPMTMOGELS 1] EUTIGTOGLVN TOL 060eVOVS Ba petwbet.

Ot acBeveig pe petopévn yvootiky| tkavotta, 1 evaAmTol TAnducuol, dtwg Kot
ol NAIKIOUEVOL, pmopel vor €YoV HIKPOTEPT] KOTOVONGT TNG TEYXVOAOYING Kol TV
ouveneldv 6. Ot nAkiopévorl aoBevelg evoéyetat va gival mo EVAAMTOL GE TAPAVOUN
YPNON OEOOUEVAV TOVG, AOY® TEPLOPIGUEVOV YVACEDV KAVOTNTOG TANPOPOPIKTG.

Mmropei emiong va eivar Aydtepo kovol vo. dMGOVV U0 TPOYUOTIKE EVIUEPOUEVN

363 Horton and Lucassen, “Consent and Autonomy in the Genomics,” 86.
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cuvaiveot, Aoyw EAhenyn mpdcPacng oe TApelc TAnpogopisc.3®* To 1966 o Henry
Beecher, emikepainc avaicOnoioloyiog 6to yevikd vocokoueio g Macoyovcémg Kot
kaOnyntg tov XapPapvt, onpocicvce Eva apbpo, To 0moio oTn GVVEYELN £YIVE YVMOGTO
¢ «Beecher Bombshell». To dpbpo, mov dnpociendnike oto New England Journal of
Medicine, avépepe 22 mapoadeiypoto ovyOikng GOUTEPIPOPAS TPOG TOVG CLUUETEYOVTES
otV KMviKn €pevva. Ymootnpixdnke Ot elyav ypnowomombel gvdimtec ouddeg
CUUUETEYOVTIOV, OTMG CTPATIDTEG LE WYOYIKEG SLOTOPOYES, N oviAlkol Tapadteg Kot
nAkiopévol. O Beecher avnovyoboe unmmg antd NTov po evpeio Taon Tpog aviokeg
TPOKTIKES, OTWG 1) ATOKPLYT) ATOOESEYUEVIC OMOTEAEGLOTIKYG Oepameiog, | ENynon
TOV KWWOOVOV [OG TEPOUOTIKNG Oepameiog kot 1 pn d0éovoa onuacio. oty
EVNUEP®UEVT] cuvaivesT. Bedpnoe OTL AMOLTEITOL U0l ECOTEPIKT, TAPA EEDTEPIKN
pOOIoN Kot OTL TOL TEPLOSIKG TPEMEL VO ICKOVV TIECT] GTOVG EPEVLVNTES LE TO VAL [N
ONHOGLELOVY, aKOuUT Kot aELOA0oY dedopéva, v gV elyav AneBel ndikd. To vopuvnua
dAha&e o Tomio T KAvikng €pevvag otig HITA, pe vroypémon cuykatdbeong mpv

cuppETOYN o8 pio épsvva Ko TV EEGAELYT AUPIGPNTAGIHOV TPaKTIK®Y. 3%

O molovag g Kotavonong Hetd amd evnuépmon aueiopnteitor 6o kot
TEPIGCOTEPO AMO TNV TOALTAOKOTNTA TNG PlolaTpikng £peuvag Kot amd To YoUnAd
T0600TA Tadeiag oty vyeia. H mpocwmik avtovopia katoyvpodvetot otig apyés ICH-
GCP. Z10 mhaiclo g KAMVIKNAG €peuvag, avTtd onpaivel 0Tt €va, dtopo pmopel va
{ntoet vrooTPIEN 6T ANYN amdPACNG Yo T GUUUETOYN TOV GE L0, EPEVVITIKN

HEAETN, aALA M omopacn ot sivar Telikd Stcry Tov. 3%

H obyyvon, n onoia mpokaieital amd T1g LEAAOVTIKES OEPATEVTIKES TPOOTTIKEG
TOV TO EUTAEKOUEVA ATOpA OEV UTOPOLV akOUN Vo a&loloyncovy cofapd, aAAOLOVEL

TIc GLVONKEC ovyKaTadest Tovg. 3¢

"Eva ototyeio mov umopet va 6écel oe dokipacio v eBelovtiky| cuppeToxn,

etvar ta mBavd opéAn mov eimiCovv va amokopicovv ot cvppeTéyovteg. O TPOTOC

364 Cumyn., “Informed Consent within a Learning,” 9.

365 O’ Sullivan., “Contributory Factors to the Evolution,” 3.

366 O’ Sullivan., “Contributory Factors to the Evolution,” 4.

367 ¥mopog Inuitng, «Afkato, HOwm kot Ioltky: Nopobeticéc Hapepfdoeic oe Zntiuora Brondukrg.
Bioemotpeg ko Broteyvoroyia: [Tpoontikég, Aiqupato kot Opto pog Avoykoiog Noputkng
POOong,» oto Oduaro Bionbixns. H Zwn, n Kowvawvia kar y @oon Mrpoord, atig I[lpokinoeig twv
Broemotquwv, emp. Zrovpodia Towdpepa kot Kitoog Aovmg (Abnva: Tavemomokés Exkdooeig
Kpfig, 2013), 241.
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TOPOVCIOOTG TOV AVAUEVOUEV®OV EVPNUATOV TNG EPELVOG KoL TNG KAWVIKNG TOVG 0&iog

UTOPEL VO ATOTEAEGEL TO LEYAAVTEPO KIVIITPO Y10l T GULLUETOYT] TOVG,.

O ovvnng 016A0Y0g OYETIKG HE TIC OOKIUES YOVIOLOUOTIKNG TEIVEL Vo givon
EVIOVOL  VIETEPUIVIOTIKOG Kol  o161000£0C, ®OTOGO TOAAL ELPNUOTO OO  TIG
YOVIOL®POTIKEG SOKIUEG etvan aféPata ) acaen. Katd v evnuépwon tov aclevav, ot
ywTpol mpémel vo TPOPAEYOLY KOl EVOEXOUEVMS VO AmOGVYOVV T Ompovpyior un
PEVALCTIK®V TPOCIOKIDV GTOVG 060eVeEIC TOVG, Yoo TO T UTOpEl va TPOGPEPEL Eval
YOVIOLOUOTIKO TECT, TPOKEWEVOL Vo VIGYLOEL N awTovouio Kot va Slc@aAoTel OTL 1
oLYKATAOEST Y00 T YoviStopatiky épevva sivon yiopn.3%8 ‘Eyet peydin onpacia yo
™ S THPNON TNG EUTIGTOGVVIG TOV 0GOEVOV 1] EKTANP®GN, £0TM Kot KT~ ELAYIOTO,

TOV TPOGOOKIDV TOV TOVG SNUOVPYNGE 1| TANPOPOHPTON Y10 TNV EPELVOL.

Yrapyer g evpeia oopeovio petach tov HEAETNTOV, OTL M| pOOoN g
AVTOAAOYNG YOVIOLOUATIKOV KOl 10TPIKOV OES0UEVOV TPETEL VO YIVETOL KOTA TETOLO
TpOTO0, OV Vo eEacParilel To cePacd oty embupio TOV ATOUWOV Yo TOV TPOTO LE
Tov omoio Bo NOskav va ypnoiponomBody To dedopéva kat ot TAnpogopicg Tovg.>°
AMG ot MOIKEC TPOKANGELS TNG OVTAALNYNG OEOOUEVMDV GTO d1adikTvo avéavoval,
KaOdG o peydha dedopéva KobioTavtolr OAO Kol TO CNUAVTIKO EPELVNTIKO EPYOAEID
Kot odNyog ywo véeg epguvntikéc dopéc. EmmAéov, n cvykatdbeon Stopoppadvetol
TEPOLTEP®, EMELON 1) AVAALON UEYOA®V EOOUEVDV EEKIVAL LLE TTEPLYPAPIKT] EPELVOL KOl
onuovpyio vToBEcemV Kol TO EPELVNTIKA EPOTNUOTO OEV UTOPOLV VO, OPLGTOVV

EekaBapa omd TV apyn Kot pmopel va sivar ampoPrenta poakpompddeciia. 30

To €0pog tv TPOGEATOV HOVIEA®V GLYKOTAOEGNS, TOV OTOTEPOVTAL VO
avTIpHETONicovy To {ATNUO Yo TNV KOWY| YPNOTN TOV YOVISI®UATIKOV OEOOUEVDV,
KOUOUVETOL OO TV OVOIKTH GLYKATAOEST), GTNV OOt 01 GUUUETEXOVTEG CLULLPOVOVV
oTNV KON ¥pNo1 6£d0UEVOV GTO S1adiKTLO YWPIC TPOsTAGiN Yo TO ATOPPNTO, £BG TN
SUVOLIKT] GLYKOTAOEST, GTNV OMOlol 01 GUUUETEYOVTEG UITOPOVV VAL OAANAOETLOPOHV
EMOVEIANUUEVA PE  €PELVNTEG, OMEAELOEPOVOVTOG GLYKEKPIUEVE, OEGOUEVD, YO

OLYKEKPIEVESG  avorboels. Ot vIooTNPIKTEG NG OLVOMIKNG  ovuyKatdBeong

368 Horton and Lucassen, “Consent and Autonomy in the Genomics,” 85.

369 Torsten H. Voigt et al., “Willingness to Donate Genomic and Other Medical Data: Results from
Germany,” European Journal of Human Genetics 28, no. 8 (2020): 1000,
https://doi.org/10.1038/s41431-020-0611-2

370 Zarate., “Balancing Benefits and Risks,” 37.
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vrootNPilovy OTL 01 GUUUETEXOVTIEG OV TPEMEL VA SLOKIVOLVELGOVY va. eEapefovv,
KaBmOG TPOKVTTTOLV VEEG YPNOELS. AALEC EMAOYEG TEPIAAUPAVOVY aVOALTIKEG AloTEG

eLEyYoL EMAOYMV o€ éva apykd £yypago cuykatddeonc.3't

Ot gpeuVNTEG TOL TPOYPAULOTOS Yol TO AvOPOTIVO YOVISTI®UO aVETTLEAY TNV
avolyT oLYKATAOEST), £Va GYETIKA VEO LOVTEAD GLYKOTAOEONC KATOTY EVNUEP®ONG,
enedn Oewpovv OTL Ol TMOPAOOCIOKES VTOGYEGELS YL TNV  TPOCTOCIO TV
YOVIOLOUOTIK®V KOl GAA®V d€d0UEVOV VYELOG KO Y10, TNV TPOCTUGIN TNG OIWTIKNG
Cong, 0ev mAnpovv TV apyn e erhaindetog. H avoryt cvykatdaBeon dev mapéyet
EYYVNGELS ATOPPNTOL 1 avedVLLTOG. AVTIOETA, EVILEPDVEL TOVG GUUUETEXOVTES Y10l TOVG
KIVOUVOLG KOl TO OQEAN TNG AmEPLOPIOTNG TPOGPOCNG O YEVETIKA dedopéva Kot
delypata, cvuneprrapfavopévng g mibavotntog o1t ot kivdvvor 6gv pumopodv va
mpoPrepBovv mpwc.’? Ta mopddstypa, o Watson Htav évag omd Tovg TpdTOvG
avOpOTOVG TOV TPAYLOTOTOINGE TOV TPOGILOPIGHO TNG OAANAOVYIOG TOV YOVISIOUOTOS
tov Ko eméhele vo eléyEer 1o yovidto APOE (yovidio mov kwdikomotel tnv
anoAmonpwteivn E), aAld tedkd n mAnpogopia yio tnv OTapEn 1 Un tov yovidiov dev
To0v 000nke moté, kabmg mpotiunce vo pnv yvopiler edv eiye yovotumo APOE,
nov oyetiCeton  pe  avénuéveg mBovotnteg va  ovamtvéel KOmowog T VOGO
Alzheimer. Qot6c0, amd TIC TANPOPOpiec mov datédnkav oe OMuociec Paocelg
dedopévmy, Mrav  akduo  duvatd  va  ocvvaybovv  mAnpopopiec Yo
tov yovotuomo APOE tov  Watson. Ot minpogopieg vy 10 yovidio APOE tov
Watson ftav avemopk®g TPOCTATEVUEVES, €MEW] OAOL TO. EUTAEKOUEVO UEPM OEV
yvopilav, g ekelvn ) otryun, 6t avtd Oa propovoe va cuvaybel amd cuvOedEUEVOLG
deiktec oe onuooieg Pacels. Ot emayyehpatiec vyeiog, avapopnInra, VLoYPEOVVTIL
Vo TapEYouV 6TovG acBeveic Tig mAnpopopieg mov BEAOLVY 1| ypetdlovTat, yio va Adfovv
L0 GUYKEKPLULEVT] amOPAOT, 0AAGL GTO TAOIGLO TG YOVIOLOUOTIKNG, TOavOV Kavelg dev

umopel va mpoPAdyet Ohec Tic TOVEG 1 coPapéc cuvémeteg ™G dokipng. S’

H avowt) ovykatdBeon Paciletor o por aATpoutoTikn 0140eom TV aTop®V
VO LOpasToVV Ta 0ed0UEVA TOVG Y1 TO KOO KoAd. [ToArol epguvntég TOVicay 6t 1

OLYKEVTIPMOT OVENVOUEVOV TOGOTHTOV KAMVIKOV KOl YEVETIKOV TANPOPOPLDY OV

371 Zarate., “Balancing Benefits and Risks,” 38.
372 Zarate., “Balancing Benefits and Risks,” 39.
373 Horton and Lucassen, “Consent and Autonomy in the Genomics,” 86.
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umopel vo mopoapEivel avavoun Kol TEAMKE Ol TOVTOTNTEC TOV VTOKEWEVOV Oa
arokalveBovv. H aviavouevn dwbecipuotra dnpociov dedopévov oto 01aikTvo,
CLUUTEPIAOUPAVOUEVOV TOV TPOCOTIKMOV Oed0UEVOV KOl O,TL OTOKOAVTTOVV Ot
GvBpmTOL Y10 TOV €00 TO TOVG KOl TOL YEVEAAOYIKA TOVG 0E00UEVA, KAOIGTOOV EQUPETIKA
OVOKOAN TNV KOV YPNOT 0E0UEVOV LUE AGPAAT TPOTO. O1 VTOGTNPIKTES TG AVOLYTNG
oLYKATAOESTC GUVEIONTOMOI0VV OTL Ol VIOCYECELS TTEPT AMOPPTTOL EVOEYETOL VO UMV
elval peoMOTIKEG, EMOUEVMOG GLVIGTOVV ATOUO TOV EKTIHOVV TO ONpocto oyafo
TEPLOCOTEPO OO TNV EUTIGTELTIKOTNTA, dwPilovTtag Ta dedopéva Tovg YmPIic OPOLS Yo
EPELVNTIKOVG GKOTOVG. ATO TN UOM TS ALt M Hopen cvyKatdBeong amoutel v
etukpivela amd toug epevvinTéc. Ot GuUUETEYOVTEC TPEMEL Va. acBdvovton Tabiacuévol
LE TOV TEMKO GTOYO TNG EPELVAG KO TTPETEL VAL EVILEPMDVOVTOL GLVEX(DG Y10 TO TG M
CUULETOYN TOLG OLELKOAVVEL TNV €peuva. Kot TEAKA PBEATIOVEL TIS YVAOGCEL GTOV
Brototpicd topén.’™® H avoryth cvykatdBeon éxet mpotadei oto mMAaicto Tov Epyov
Personal Genome, yopic xopd JSwPefaimon oOtt Too dedouéva  dev  Oa
EMOVATPOGOI0PLoTOVY TTOTE. [1poTdbnie amd Tovg peLVNTEG TOL MGTEVOVY OTL, AOY®
NG OVOYVOPLIGIULOTNTOG TV YOVISIOUATIKAOV O0ES0UEVAOV, EVOEYETOL VOL UMV EKTANP®OET

OMOBNTTOTE VILOGYEST TTEPL TOL ATOPPNTOVL NG Epevvag.S’

H yevikn ovykatdBeon emiong emttpénel Oheg T1g HEAAOVTIKEG Ko ampOPAETTES
¥pNoels dedopévav ywpig meploptopd, dNAadT Ol GUUUETEYOVTEG GLUVOLVOLV GTNV
gvpeia xpnon OedOUEVAOV TOVG, YMPIS CLYKEKPLUEVES TANPOPOPIES Yl0L OTOLOONTTOTE

HEAAOVTIKY £pgvva, 0VTE SVVOTHTNTO TEPOLTEP® EMOMTELaC.S

H 100 ¢ evpelag ovykatdBeons £xel TPOGEAKDGEL TO EVOLAPEPOV, AOY® TNG
afefordmrag kot ¢ mowkidlag tov mbavav mapepfdcemv 1 amotelecpdtov. Ot
GvBpmTOol LTOPOVV VoL GLVOVEGOVV BAGEL CLLPMOVING LLE YEVIKES OPYES TTOV JETOLV TO
11 Qo yivel, yopic va yvopilovv cuykekpipuéveg Aemtopépeteg yia 1o i Oa yivel oty
npaypoatikdtnTa. Ocotr cuppeTéyovy otig Protpdmeleg mapéyovv T cLYKUTAOEST TOVG
Bacel evOg TETOWOL HOVTEAOL OPYDV, EMAEYOVTIOS OVLOCTIKE va avabBécovv Tig
ATOQAGELG GYETIKA LE TO TTOL0L LEAAOVTIKN £pguva Ba yiver pe ta delypatd Tovg, e Bdon

KOmOlEC YVAGELS Y1070 Tt Bol suvemaydToy 1 Sodtcacio Myng aropdosnv.®’” H supsio

874 Dankar, “Informed Consent in Biomedical Research,” 470.

375 Cumyn., “Informed Consent within a Learning,” 8.

876 Dankar, “Informed Consent in Biomedical Research,” 469.

3" Horton and Lucassen, “Consent and Autonomy in the Genomics,” 87.
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ovVaiveoT) EMITPENEL OAOL TO LEAAOVTIKG KO AtpOPAETTO dEGOUEVA, OAAN EVTOG EVPEWMS
KaBOPIGUEVOV EPELVNTIKAOV TEPLOYMV Kol divel TapdAANAa TN SLVOTOTNTO GTO ATOLOL
VoL 0GKOVV TEPLOPIGLOVG GE OPIGUEVOLS Atd AL TOVS TOLG Topelg. Ot cuppeTéyovteg o€
EPEVVEC CLUPOVNCAV OTL 1] gVPEia GLVAIVESN Y10 EPEVVNTIKY ¥PNON TV PLOAOYIKMV
delyHaTOV etvar NOKA amodekT Kal, 6€ TOAAEG TEPITTMGELS, 1I6MC Kol PEATIOTN, E101KA
otov meprapPdvel pa apykn evpeia cvykotdbeon, po dtodikocio EToTTEING Kot
EYKPIONG UEALOVTIIKAOV EPEVVNTIKAOV OPACTNPLOTATOV Kol OTOL &ivol €PIKTO, Lo
ovveyn Owdkacio TaPoYNG TANPOPOPIOV N EMKOWV®VIN pe Tovg 06teg. Avtd To
YOPOKTNPIOTIKG TpomBohv v MO amodoyn kot v emotnuovikny oéio g
HEALOVTIKNG €pevvag Le Procvatipota Kot d0elyvouv 6ePAGIO Y10l TIG GUVEIGPOPES TOV
dopntov. H gupeia cuvaiveon pmopel va eivarl TpoPANHOATIKY Yo TN HELOVOTNTO TOV
aTOU®V oL givar mpdOvpa vo ypNGIHOTOMGoVY o delylaTd Toug Yoo Alyoug pdvo
TOmovg peletd@v.3’® Tty 10Tpiky o1 EpELVNTEC KOAODVTOL HEPIKES POPEC VOL TTEAPOLY
evpela cuvaiveon, v peALovTIKY emaveneEepyacio dedopuévav, 1 omoio VITOKELTAL GE
Eleyyo amd pwo emtpomn) dgovroroyiog e €pevvag. Avt mn ovykatdBeon eival
avaykaoTikd gopeia 610tL, 6001 TV TTapEyovy dev Yvopilovy ylo To CLYKEKPLUEVA
EPELVNTIKA €pyo GTa Omoilo €VOEYETOL VO YpNGLULOTTOmBovV Ta dedopéva TOVS GTO
péEALOV. AALO LOVTEAQ OTTOLTOVV OTO TOVG GUUUETEYOVTEG VOL ETKOVAOVOVV TAAL, OTOV
YPEWGLETAL VO TAPOVY GLYKEKPIUEVT GLYKATAOEST, Yo KaBe pedlovTikd £pyo.3"® Ot
Zook et al. exkppalovv avnovyieg 0T, akopo Kot otov £xel do0el evpeia cuykoTadeon
Yoo TN XpNomn TOV  YOVOIOUOTIKOV  O0cdopévayv, OedopéVOL  TOL  KLVOUVOL
EMOVATPOGOIOPICLOV TOV GUUUETEXOVIMV, 01 EPELVNTES Bl TPEMEL VAL SOGOLV 1310TEPN
TPOGOYN KoL Vel EMSIOEOVY TO PEATIOTO GCUUPEPOV TV GVUHETEXOVTMV. 30 TtV supsio
ouVaiveST] Y10 UEAALOVTIKEC YPNOELS TOL VAWKOV, ot peAlovikoi Kivovvor eite
aVayVOPIoNG TOV VTOKEWEVOV, gite GAAOL mov pmopel vo amokoAveOovv and Ta
YOVIOIOUOTIKG O€0OUEVA, OEV UTOPOVV VO TPOGdloptoTovy pe akpifeta. TToAlol
Bewpovv 611 N avtovopia Tov atOPOV auUEIoPNTEITIL CAP®G Od pid TETO0V €100VG

ovykatdBeon xor O0ev Bewpodv OTL givor M TALOV KOTAAANAN HOPOY| Yo TIG

378 Grady., “Broad Consent for Research,” 6.

378 Christophe Olivier Schneble, Bernice Simone Elger, and David Martin Shaw, “All Our Data Will
Be Health Data One Day: The Need for Universal Data Protection and Comprehensive

Consent,” Journal of Medical Internet Research 22, no. 5 (2020): 4, e16879,
https://doi.org/10.2196/16879.

380 Cumyn., “Informed Consent within a Learning,” 5.
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YOVIOLOUOTIKEG peAétec. QoT1000, o€ avtifeon e avTo TO EMYEipNUA, L0l ASTTOUEPNG
KOl OVOALTIKT QOPLO cLYKOTAOESNC, LE avapopd oe Eva TANO0C AeTTopEPELDY, Elval

emiong amiBovo va 0dNyNoEL GE £VO OVGLAGTIKG EVIIEPOUEVO GTopo. 28t

H ovppetoyn tov otdpov 6e Lo WTPIKY] YEVETIKN €peuva, UEYPL TOPO
Bewpovpe Kot Oyt Goka, Ot mpémer vo Pacileton otV ovykoatdbeon petd amod
EVNUEPMOT) Kol EYKVUOVEL KIVOUVOUGS Yo TO ATOHO, €0V TO amdppnTo dev TnpNdel Kot
YIVEL KOKT ¥pNomn Tov yevetrikov vAkov. H evpomaikny vopobesio yio tnv yevikn
npootacio ocdopévmy, 1 omoio T€Onke oe 1oxd Tov Mdwo tov 2018, amortel M
ovykatdBeon vo glval cuykeKPEVN, caeng Kot vo didetor elevbepa petd omd

gvnuépwon.8?

Eve xotd v evpela cvvaiveon ta dtopa mopoy®povv T delypatd Ttovg
CLVOLVAOVTOG, GE &VA QACUO UEAAOVTIIKMOV HEAETMOV HE EMPUVAAEES, OTN YEVIKN
GLYKATAOEST T ATOWA TOPOMPOVV ToL SESOMEVE TOVS YWPic Kavéva meplopiopd. 383 H
gvpela Kot M YeVIKN cvuykoTabeon €xovv emkplel yio Tov meplopiopd TG avTovopiog
TOV GUUUETEXOVTOV KOl Y10 TO OTL OEV TOVG TPOGPEPOLV KAVEVE OVGLAGTIKO EAEYYO
0T0 TPOCMOTIKA TOLG dedOUEVA Kot delypata. Yo autny v £vvolo Kot ot Vo THTOL
petatomilovtan amd TN GLYKEKPLUEVN GuyKatdbeon oe cuyKatdOeon yo dioyeipion omd

10 idpupa mov kpatd o Sedopéva. 384

Ot teyvoroyikég eEeli&elc, Tov 00MyoOV 6€ aAAAYEG OTIG EpELINTIKEG LEBOSOVG
KOl OTIG TPAKTIKEG TANPOPOPNONG, EXOVV EMNPEAGEL TOV TPOTO GKEYNG TOV APOPE TNV
eviuepn ovvaiveon yuwo €pguva, YEYOVOG mov ov&Aver TN OvVATOTNTA VEW®V
TPOCEYYIGEDV YO TNV EVNUEPOUEVT] GLVOAIVEST Kol KOIWVOTOUES EMAOYES Yyl TNV

amdkon . 8°

‘Eva 6ALo povtého cvykatdBeong eivar 1 ovolkt| amobKevLon TPOCOTIKMV
dedopévmv (openPDS/SafeAnswers), T0 0010 EXLTPENEL GTOVG XPNOTES VO GLAAEYOLV,
va amofnkedovv kol v mapéyovv Aemtopepn mpOsPocn ota dEdOUEVA  TOLG,

TPOGTATEVOVTOS TOVTOYPOVO TO OmOPPNTO TOLG. Anuovpyeital £vog TPOCOTIKOG

381 Meller., “Addressing Benefits, Risks and Consent,” 8.

382 O’ Sullivan., “Contributory Factors to the Evolution,” 4.

383 David Wendler,. “Broad versus Blanket Consent for Research with Human Biological
Samples.” Hastings Center Report 43, no 5(2013): 3, https://doi.org/10.1002/hast.200

34 Dankar, “Informed Consent in Biomedical Research,” 469.

385 Grady, “Informed Consent,” 856.
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AmoONKELTIKOG YDPOG OEGOUEVOV TTOV EMTPEMEL GTA ATOMO VO pLolpdlovtol Hovo To
dedoUEVOL TTOVL OTTALTOVVTOL Y Vo omtavTn Ol Eva cvykekpiuévo epdtnua. H ndwn aio
AVTAOV TOV EMAOYOV €£apTaToL €V HEPEL amd TO TOGO KOAG KOTOVOOUV OVTEG TIG

emAOYEC Ol GuppETEYOVTEC, 38°

"Exovv mpotabel kot mo duvapkés/cuveyelg dadikacieg cvuykatdabeons. Avt
N TPOGEYYION £€YEl MOALL TAEOVEKTILOTO, GUUTEPIAAUPOVOUEVOL TOL 1O0VIKOV
GeEVOPIOL VO EVNUEPDVOVTOL GUVEXMG Ol GUUUETEYOVTIES YlOL TNV €PELVO. Kl Vo

GUULETEXOVY GTHV epeLVNTIKY Stadikacio. 3’

H xapokot cvvaiveon amotelel po pikpn avofaduion (amd v mAevpd g
avtovouiag) g gupelag ocvykatdbeong. Emtpénet 6toug cuppetéyovreg vo emiéEovv
TOUEIG YEVIKNG €peuvag, OTOvG Omoiovg €mBLHOVLV VO GUUUETAGYOLV KOl Vo
anoxkieicovv dArovg. Ta dropa pumopodv emiong va {ntmoovv va vrdplel €k vEou
ovykatdBeon, Yoo PEALOVTIKEG YPNOE TV Oedopévav Tovc. Evd m klMpokot
ouvaiveon TPOcEEPEL TEPLoCOTEPN avTovopia Yy ta Bépata, eokoAiovdel va

neplopileton omod TIC TPOoKABOPIGUEVES YPHOELS TOV dedopévav. 388

H dvvapikr cvykatdBeon ompiletar cuyvad ot xpnon e teXvoroyiag Kot
dtvel otov acBevn| evepyd poro oty eEEMEN TG Epeuvag kat Bempeitar 6Tt GEPeTon Kot
vrootnpilet v avtovopia Tov cvppeteydviawv. Ot Rumbold kot Pierscionek Oswpotv
OTL (o @dmas oladtkacia yio T ANyn cvykatdbeong dev pmopel TAéov va Bempeiton
EMOPKNG OE OAEC TIG TMEPIOTACELS, €WOIKA pe pokpompdbecua eEeMocoueva Epya
peydiov dedopévov. H duvapikn cvykatdbeon @aivetol vo Tpodyst TNV GUUUETOXN
oV £pEuva, HE EVNUEPOUEVOVG KOl EVEPYOUS GULUUETEYOVTEG. AvEdver v
EUTIGTOCVV] TOV GULUUETEYOVI®MV OTIS Ol0IKOGIEC, GE CULYKPION HE TNV gvupeia
oLVOIVEDT], 0V OMALTEL OO TOVG CLUUETEXOVTES VO TPOPAEYOVV OAES TIG LEAALOVTIKECG
YPNOES TOV OEDOUEVOV TOVG Kol PTOopel Vo EPAPLOCTEL HEG® OGS VTOAOYIGTIKNG
TAOTEOp LG Y T dtyeipion g cvyKatdOeons, PondmvTag To ATOUO Vo EKPPACEL TIG
TPOTIUNOELG TOV. O1 S100IKTLOKES VITOGOUEG UITOPOVV ETTIONG VAL ¥PNGLULOTOMO0VV Yo
TNV TAPOYN TANPOPOPLDOV GTOVG 0GOEVEIG-CUUUETEXOVTEG, GYETIKA LE TO TPEXOVTO

EPELVNTIKA €pya, £TOL MOTE M GVYKATAOeoN Tovg va gival, 660 TANPESTEPO YiveTat,

386 Zarate, “Balancing Benefits and Risks,” 38.
387 Meller, “Addressing Benefits, Risks and Consent,” 4-5.
388 Dankar, “Informed Consent in Biomedical Research,” 469.
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evnuepopév. Qot1d60, Lo TEYVOAOYIKT LITOJOUN UTOPEL VO, ATOKAEIGEL OPIGUEVOVG
TANOLVGLOVG Kol EMOUEVOC, VO TPOKUAECEL LEPOANYIN KOl LELOUEVT] EYKLPOTNTA TNG
épevvac. H duvapkn ovykatdBeon Oev omokdeiet v mpooHnkrn Oladikocidv
TPOPOPIKNG/YpartiG TANpoeOpnonc. Ot Gray kar Thorpe mpoteivovy éva GOGTHO TOV
onuovpyel pa eoppo cvykotdbeong, pe otoyeion mov mPocapuolovtol GTIC
VILAPYOVGEG TANPOPOPIEG TOL VTLAPYOVV GTO 1ATPIKO apyeio tov acBevods. Avti N
SUVOIKT @OPUO. KOWVOTOLEITOL KOTA TN SLAPKELD LG KAWVIKAG GLUVAVINGONG UE TOV
0Tpd Kol Pmopsi vo. avERcel TV cuykatddson i ko xpion dedopévav.38 O
VTOGTNPIKTEG TNG EVNUEPOUEVNC ovuyKatdBeong {ntovv TN datnpnon tov Pactkdv
aSldv TG Kol TPOTEIVOLV TN YPNON CLYYPOVOV TEXVOAOYIDV TANPOPOPIKNG YOl TN

S1THPNON EVEPYOL KAl GUVEYOVS GLVEPYAGIAS [E TOVG GUUUETEYOVTEC. S

Evd ot dvvapikéc mhateopues ocvykatdbeong eivorl apketd VEES Kal, ¢ Tl TO
nmAeloTov, VIO AVATTLEDN, TLYYAVOVY EVVOIKNG ATOJOYNS, KAOMS EUTEPIKA GTOKELN
delyvouv Ot évag onuavtikdg aplpog coppetexoviov 0o fele va £xel 0VGLOGTIKO
éleyyo ota dedopéva tovg. Tavtdypova OU®S, 0l SLVOUIKEC GLYKOTOOECELS elvat
JOTAVNPEG BTNV EPOPLOYT TOVG, ATALTOVV VILEPPOAKO YPOHVO OO TOVG GUUUETEXOVTEC,
Yl VoL KOTOVOT|GOVV KOl VO GUUUETEYOVV G€ KOs peAétn Kot avtd Bo pmopovoe va
00MNYNOEL GE VIEPPOPTMCT] TANPOPOPLDY KOt ATOGVPST| Omd TN HEAETN KoL, EMUTAEOV,
oe o vrepPoMkn  cvumeppopd avtompootocioc. EmmpocHeta, emewdn ot
GUUUETEYOVTEG £OVV TN €VOVYM VO aToPAGIGOVV Yo TepimAoka (NTHOTA, Y10 TA OTTOln
elte dev €yovv 10 YpOVO, €ite TV KAVOTNTA VO, OELOAOYNGOLV KOl VO KATOVONGOLV
TAMPOS, Umopel va Tovg eMPapHvOVY TEPICCOTEPO GLYKPITIKA LE OLTO TOL £ivol G
0éon va tovg mpocpépovy. Emiong, dev emddeton to {fTnuor TS ovAKANGMG TG
oLYKATAOEONG KOl TOV EMITOCEDY TNG, KoOMG T delypata 1 ta dedopéva TV
CUUUETEYOVTIOV  €VOEXETOL Vo €yovv MNOM KowomomBel omd mOAAOVG  GAAOVG

gpELYNTIKOVC Opyavicpovg. 3o

H ovykatdBeon elaipeong (opt-out) eivor évag tOmMOg cuykaTabeong mov
Bewpel ek TOV TPOTEPWV dedOUEVT TNV EVPEID GLVOIVEST] TOV ATOUMV Y10 T GLALOYY

Kol emeEepyacio TV OEOOUEVOV TOVG, €KTOC €dv Tol dtopo (ntioovv pntd va

389 Cumyn., “Informed Consent within a Learning,” 9.
3% Dankar, “Informed Consent in Biomedical Research,” 469.
391 Dankar, “Informed Consent in Biomedical,” 470.
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eEapebovv. IN'evikd ta povtéla cvykatadeong e€aipeong dev Bewpoivton dE0VTOLOYIKA
omodextd. 3% T1ic cuykekpuéveg ouykatafioelc eEaipeonc Yo S1popes EPELVNTIKEG
dPACTNPLOTNTES, O GUUUETEX®V Bempeital, amd TPOEMIAOYY, OTL GLVOLVEL GE OAEG OVTES
TIG €pELVNTIKEG OpaoTnplotnteg, oAAG pmopel otn ocuvvéyela vo efopebel amd
OTOLOONTOTE - 1] AKOUN Ko 0O OAES - UE TEPIOTOTEPES EVKAPIES VO EEATOUIKEVTEL TIG

emAoyéc Tov. 3%

Ot Ploug and Holm mpoteivouv éva poviého cvykatdbeone mov ovoudletal
uetd-cvykotabeon (Mmeta-conset). Topeova ue avTd TO HOVTELO, Ol GUUUETEOVIEG
EPOTOVTAL TAG KOl Le TowOV TpOTo o Bedav va Toug vwofAnBovv ta epotiuota (1 N
EVNUEPMOT)), TPOKEWEVOL VO GLVOLVEGOUV GTN XPNON TOV TPOCOTIKMV TOVG
dedopéEVmV Kot TV BroAoyik®dv Tovg detypdtov, Bempmdvtag 0Tt vITdpyeL 0 Kivovuvog N
TapoyN N N APYNON CLYKATAOESTG VO LETATPOTEL GE L0 AVTOUATH AKPLTN AmOPAoT),
Qo pnyovikn cuvhogta, Adym g HEYEANG cuyvOTNTOS AUTHUATOV GLYKATAOEGC Kot
TOV VTEPOYKOL TANPOPOPLKOV VAIKOV. Mg ) petd-cuykatdfeon o kivovuvog g amd
ovvnfela ovykatdbeong N dpvnong wropel vo amopevyBel, pe v TPOTPOMN TOL
GUUUETEYOVTO VO OTOPAGIGEL 0 1010G Yo To moOTe BELEL va Tov {Nnbei n cvykatdBeon,
Omwg v mapdostypo umopel va emAégel gvpeior cLVAIVEST Y10 OPIGUEVOLS TUTTOVG
JEJOUEV®V, aTOPEHYOVTOG ETGL GLVEYT OLTHHOTO OO TOLG EPEVVNTES Y10 CLYKATAOEST).
To poviého aLTO TPOTPEMEL TOVS GUUUETEXOVTIEG VO, TOIPVOLV TEPIGGOTEPO
EVNUEPOUEVES KOl GUVELOINTEG AmoPAcels. Motpaletan emiong OpIGUEVEG OLOOTNTES LIE
™ OLVOUIKY] cLYKaTABEsT], KaODS Kot ot dvo Pacilovior oe (o PlomAnpo@opikm
TEXVOAOYiO Kot VTOGTNPILOVV TO ATOHO TOV ONAMVEL TIG TPOTIUNGELS TOL GYETIKA LE TN
HUEALOVTIKY] ¥pNOT TV OEGOUEVOV VYELOG TOVL KO, OLTEG Ol TPOTIUNOCELS, KOTAANYOLV
OTNV KOWOTO{NGT TOVG GTOVG £pELYNTES. L26TOGO, 1 HETA-GVYKATAOEST TPOYWPE Eval
TEPOLTEP® Ppa amd TN SLVOULKY] GLYKOTAOEST, 6TO BaBUd TOV EVOOUOATMOVEL QLTI
TN TTLUYN TOL GYESOGHUOV, TOL TPOTOL OMANON HE TOV OMOi0 Ol CLUUETEXOVTEG Oa
NnOerav 6to LEAAOV vaL TAPEYOLV TN GLVAIVEGT] TOVLG Y10, T P1|OT TOV TPOGOTIKMY TOVG

dedopévav vysiag 3%

392 Dankar, “Informed Consent in Biomedical,” 469.
398 Cumyn., “Informed Consent within a Learning,” 4.
3% Cumyn., “Informed Consent within a Learning,” 9.
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[T prloomaotikn givor 1 évvola g dwpeds dedopévav, dmov ot dvOpwmot
TOPOY®POVV  TPOCPOCT OTO. OEOOUEVA TOVG, WHE EAAYIOTOLG Teploplopovs. H
av&ovopevn ocvlnmnon oyeTikd pe TN dmped dedoUEVEV amekovilel TIc NOEg Kot
VOUIKEG TPOKANGELS TOV GYETILOVTAL e TV TTOPOYT CLYKATAOESTG, Y10, GLVEYN XPNON
Kol TEPA amd to Bavato, Yoo OAN T (o1 TOV YEVETIKOV KOl 1] YEVETIKOV dEG0UEVOV
VYelag, HEPUKE ot T OTOL0L TOPET Ve £XOVV ETMTOGELS 6TOVG GuYYeveic. 2% axoun ko
010 péAAov. Ta peydra dedopéva kat 1 yovidtwpotikny ovpfadifovv. Eivat icmg kopdc
va de&oyBel pia vpeior cvlnTnomn pe To Kowd OGOV aPopd TV Tpobvpio TOV ATOUMY
va dwpicovv Ta dedopEva TOVG Yo TPOGPOoT Kot KO YpNoT, MOTE VO KOTACTEL

duvari 1 TAMPNG vAoToinoN Tov Suvapkod TG YoviStakhg Tptkic. 3%

H épevva pe Proocvotmiuoto pmopet vo evéyel Kivdivous SopopeTikovs amd
ekelvoug mov B€tel M €pevva pe evepyd 1 madnTikd cvAdeydpeva dedopéva, MGTOGO
ONUOGIoL Kol WOOTIKOL €PELVNTEG GLYVEAL YPNCLOTOOVY UN avayvopicto KAVIKA
Brodeiypata, yopic cuykatdbeon tov cvuppetexovimv.¥’ Opiopévor vrostpiovy o1t
TOPOAO TOL 1 EVNUEPOUEVT] GULVOIVEST EMUIPEMEL GTOVG OCULUUETEXOVTEG VOl
ATOPAUGIGOVV GYETIKA LLE TOVS OMOOEKTOVG KIVOUVOUGS, UTOPEL var givat meptety|, OGOV
aQopa TNV €pevva TOL TEPILAUPEVEL TNV AvTANGT HEYAA®V GLUVOL®V dedoUévaV 1 TV
avdAvon TPOosIOPIGUEVOV BlodetylldToy, EmEdn ot kivduvol gival pikpoli, ek o
oLYKPION HE TOLG KWWOUVOUG NG £peuvag oTo TopeAbov, Adyov xapn HE un
doxaopéveg Bepamneiec. Ymhpyet n avnovyio amd T HeEPE TV £PELVNTOV OTL M
anaitnon cvykatdheong yia £pgvuva YapnAon Kvdvvov avtov Tov THmov, Ba pmopovoe
VO EUTOOIGEL 1] VO KOTAGTNGEL OVEPLKTT, TNV KOTA To dAA0 TOALTIUN €pevva, 1 O
UTopoVGE Vo 0dNYNGEL 6 PLepoAnyio ETMAOYNG, ONAAON, LK KOTAGTOCT GTNV OToio TO
dropa mov glvar TpoBupa va cuvarvésovy Ba dtapépovy BepeMmOIDS amd eketva oL
dev givar mpoBupa, BEtoviag oe kivouvo TV eykvpdTTa TG £pguvag, AOY® uUn
OVTITPOGOTELTIKOV delypatoc.>® Ouwe, sivor mBovo 6Tt HEMOVTIKE 01 GUUIETEYOVTES

Ba etvar avoyvopicipot and Tig YEVETIKEG-YOVIOIMUATIKEG TANPOPOPIES TOVS, TAPE TO

3% Qlivier, Bernice, Elger, and Shaw, “All Our Data will be Health,” 5.
3% Middleton., “Members of the Public in the USA,” 432.

397 Grady, “Informed Consent,” 857.

3% Grady, “Informed Consent,” 857.
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pHETpa Yoo dtatnpnomn g avovouiog. Q¢ ek TouTov gival {6ME Un PEOAICTIKO Vo

TPOGTAONGOVLE VO £yyun0ODLE TO ATOPPNTO N THV AVOVVLIC TOV GOUUETEXOVTOV. >

"Eva dAAo onpeio, mov emiong kabiotd TV EVIEPT CLVAIVEST GYEDOV aLdVVATN
KOl TOVTOYPOVO. TOVG EPELVNTEG LIOAOYOLGS, €ival OTL 1 evUEP®OT TTPEMEL Vo givait
oaPNG Kol Kotavontn, Oyt otov Héco, OAAL GTOV GULYKEKPIUEVO 0cOevr), MOTE M
amoeacy TOv Vo gival  oOUE®YVN HE TNV apyn NG ovtodldfeong kol TOv
avtokafopiopon.*? T va TAnpodtor 1 opyf TG GVTOVOUING, Ol GUULETEOVTEC
TPEMEL VAL elvar o€ BEGM VoL KATAVOTGOVV TIC SL0dOIKOGIES Ko Vo, 0ELoA0YcovV Thovog
KIVOUVOLG Kat oQéAT. [ v kavomoinon eniong g apyng g dkatocvvng, Ta véa
HOVTEAD GLYKOTAOEoNC HETA amd svnuépmon dgv mpémel va Bétouy gunddio o
GUUUETOYN SOPOPETIKMV OVTITPOCSOTEVTIKOV TANBVCUOV 6TV épevva. Avtd givar Eva
mBovd Kol TovTOYpova OVGKOAO TTPOPANUA GE oxéon He TNV ovyKatdOeon kot T
YAoooa. H yYA®cca kot ot 6pot mov ¥pNGILoTotodvVToL KOTA THY EVNUEPMOOT] Y10 TIG
YOVIOLOKES EPEVVES Elval 00TMOC 1) AAAWMC TOADOTAOKOL Kot EEEIOTKEVIEVOL, OKOUT) KoL Y10,

KOO0V TTOV EVIILEPDVETOL GTHV UNTPIKH Tov YADGoa. 20t

Koabmngn vyslovopukn tepiBoiym BaciCetar dAo kot teptocdTEPO 0T dedopéva,
O6A0 KoL TEPLOCOTEPOL TOUELS TNG LG TV avBpOT®OV VITORAAAOVTAL GE QVTA, dNANON
petagpdlovtal ce pion HOPEON TOL TPOCEOEPETAL Ylo. aLTOHOTN emesepyocio Kot
vrohoyopd. Ta mapadsiypato kopaivovior amd dedopéva mov SMHovpyovVTOL Ao
dropo mov ypnowomoovV epapuoyéc smartphone vyeiag kor tpomov (wng, ™V
ymoetlomoinomn Tov apyeimv vyeiag, 0edouéva amd AUECEG OOKIUES TPOG KATOVOAMTESG 1)
SoKipéc apuikov, £0¢ £psvuvo Protpomelmdy Kot KAMVIKES YeveTikéc dokiuéc. 02
Tavtdypova vapyovy avnovyieg 6Tt o1 enayyeApaties vyeiog dev £xovv T0 ¥pOVO Kot
NV ekmaidevo Yo va kafodnyncoouvv Toug acBeveig HEca amd TV avEAVOLEVT LOTPIKT
LovyKA O 0E00UEVOV. TNV ETOYT TOV LEYIA®MV OEOOUEVMOV OAOEVO KOl EVPVTEPOL TOUEIG
™G Comg TV avlpdmov ivol «TOAENOG dEGOUEVOVY, YEYOVOS TOV KOO10TA 0A0EVa Kol
TEPICCOTEPEG TANPOPOPIES ~TOVAGYIGTOV KATOAPYNV- XPTOLUOTOMGILES Y10 GKOTOVS

vyglovokng mepiBoiyng. H vrepedptwon mAnpoeopidv umopet vo emnpedscel Tovg

3% Meller, “Addressing Benefits, Risks and Consent,” 9.

400 Anuntproc Papovirnc, kar Bovitoog Modvypovng. latpixd Aikaio, Ztoryeio BionOucric. (AOva:
University Studio Press, 2010), 199.

401 Zarate, “Balancing Benefits and Risks,” 3.

402 Fiske, Prainsack, and Buyx, “Data Work: Meaning-Making,” 1.
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acBeveic, aAAd kol Tovg Yiatpovs. H dvokoAio dpmg g aglohdynong g moldtntog
KOl TNG KOTavonong tg EYKupoOTNToS TMV OTOCTAGUATIKOV, T0ava oyeTilOpevoy 1e
NV VYELQ, TANPOPOPLDV Eivol SVGKOAOTEPN Yot TOVS 0GOeVEIG Kot pumopel v 00Ny oEL
oe mopamAnpoeodpnon, ofepfatdtnro, aKoOpn Kot GyxoS, Yo TPOYHOTIKOVS 1|
TAOGLLOTIKOVS KIVOUVOVE TTOV apopohV v vyeia. o moAlovg acbeveig ot duvapukéc
dvvatdtTeg oL Tapovotdlovtal amd TéToleg ApOovec mANPoEopieg SNULOLPYOLV
eMioNg véeC TPOKANGELS, OTMG TO MG VO KATOVONGOLV TO, ATOTEAEGLOTOL TOV YEVETIKDOV
SOKILMY OV AyoPASTNKOV 6TO d1001KTLO, 1| TO TAG VO ATOPOGICOVV Tl VO KAVOLV UE

Lo Tepiepyn kopdakh appvdpic mov dtayvdoTtnke 6to smartphone tovg.*%

Muo mbavotnta va vrootnpiEovpe KaAvtepa 1060 Tovg acbeveis, 660 Kot TOVGg
TapOYOVG, GTNV EMOYN TNG TAOVGLAG G€ dedopéva 1Tptkng, Ba NTav 1 dnpovpyia evog
VEOL €€ OAOKANPOV EVIAPEGOV EMAYYEALATOS, TOV GULUBOVAOV TANPOPOPLOY VYElNG
(HIC). Ot emayyehparieg avtoi Oo draBéTovv pia vupeio YvdOGT S10POP®V TEYVOLOYIKOV
epappoydv ota dedopéva vyelag, Kavotnta afloddynong g modtnTag TV
dedopévoy, kabmng Kot 0e&l0TNTeG AVAALONG CTOTICTIKOV OTOWXEI®V Kot epunveiog
dedopévov. Ot ocvpPovAior mAnpogopudv vyeiog Oa exmardedovtor emiong oty
SMPOCHOTIKY EMKOWVOViK, GTN Olayelpion VYElNS, 68 AGPAAICTIKE GLGTILOTA KOl
TTUYXEG TOL OATOPPNTOL OEGOUEVMV. AEITOLPYDOVTAS ®OC KAWIKOL cVpfovAot, ot
cvpupovrol TANpoeopldV vyeiag Bo pmopodoav vo HETAPPAGOLY TNV TOADTAOKN
YADGGO TOV OEO0UEVAOV GE KOTOVONTEG KO AEITOVPYIKES TANPOPOPIES, TOGO Y10 TOVG
acBeveig, 060 kot yi TOoVg Yiatpovs. H dmuovpyio kot n Agttovpyio pog té€totog
ewwomtog Oa emétpene otovg acbevelg va kdvovv, 660 glval dLVTO, TPUYHOTIKA
OVTOVOUEG EMAOYEG LETA ATTO TANPOPOPN O], CYETIKA LE TO MG AVTEG O1 VEEG LOPPEG
dedopévmv vyeiog HTopovy vo, GUUPAAALOVY GTIC TPOCSHOTIKESG TOVG ATOPAGELS Y10 TV
nepifolyn. A% H 1tepdotio avimtoén Tov emotudy Omics oAldlsl TV kAactkn
WTPIKn Tpocdyylon kot kabiotd dwbéoiueg véeg texvoroyieg. e avtd T0 TANIG10, N
exmoidevon TV moMtoVv givor amopaitntn, Yo Vo EMITPEMOVTOL Ol KATOAANAES

OmOPAGELS GYETIKG. pie TV vysio. 40

403 Fiske, “Health Information Counselors,” 38.

404 Fiske, Prainsack, and Buyx, “Data Work: Meaning-Making,” 3.

405 Giovanna Elisa Calabro et al., “Citizens’ Attitudes, Knowledge, and Educational Needs in the Field
of Omics Sciences: A Systematic Literature Review,” Frontiers in Genetics 11 (October 2020): 19-20,
https://doi.org/10.3389/fgene.2020.570649

149


https://doi.org/10.3389/fgene.2020.570649

AAMo {nmuota mov  amoattodv TPOocoyn oyxeTilovion pHe TNV 1010KTNGio
dedopévmv HeTd Tov BAVOTO TOV VTOKEWWEVOV Kal TIG VOVVEC €vovTl £vOg GTEVOD
pHéAOVG NG owoyévelng mov {ntd amoteAéoparta, WOwWHTEPA OTNV TEPITTOON TOV

8 . 8 8 4 406 7\4 r 8 Ié r 4
YOVIOLOUOTIKOV  JEGOUEVOV. To 1tekevtaio dSdotnuo, o otopion 10TPIKOV
amopPATOL Kol cvykatabeong &xel mpokalécel apketég ovintnoels. H abdvotn
Kuttopikn oepd Hela frov yvoot) omv wtpikn €pevva, oAAd ToAAol 10Tpol Kot

EPELVNTEC AYVOOVGAV TNV 16TOPiaL TNG.

Tov Mdpto, 600 amd Ti¢ Mo Pabid owdedopéveg aiec NG 10TPIKNG-
EPEVVNTIKNG KOWOTNTOG, 1 KOWN ¥p1on TV ONUdctomv dedopévav Kot o oefacuds yio
TOVG GUUUETEXOVTIES OTNV £PELVA, GLYKPOVSTNKAY OTAV TO YOVISIOUO TNG TOVTOYOV
napovoos kuttapikng oepds HelLa dmpoocievtnke oe  poe dnuodcwe  Pdon
dedopévmv. AkorovBnoe dtapdyn, 010t o TANPN dedopéva g oepds o propovcav
EVOEYOUEVMS VAL ATOKOADYOLV avemBOUNTEG TANPOPOPIES Yo dTOopa TV omoiwv M
TAVTOTNTO Elval VPEWS YVOOTH. AVvTd To dTopa £fval 1 0OIKOYEVELD TNG YLVATKOG OO
v omoio TPoNABe avt) M abdvatn ypapuun Tpw amd 62 ypodvia, tne Henrietta Lacks.
To 1951, yiorpoi 610 vosokopeio Johns Hopkins otn Boltiyopn tov Mépihavt, mpav
Broyia and v Henrietta Lacks, pa 3 1ypovn Appoapepikavida, Tov giye pio exfeTikn
HOpPON KOPKIVOL TOL TpayNAoL TS UNTPAS. Avtd 1o Proloyikd detypo eAneon ywpig
NV EVNUEPMOT) TNG Kot YwpPic TNV suvaivesn g, AOY® tov 0Tt ot kavoviopoi twv HITA,
TOV OMOLTOVV TN GLYKOTAOEsN Tov acBevole, ameiyav akoun dekaetiec. To delypa
1GTOV OV 0dNYNGE GTN dNovpYia TG TPAOTNS abdvatng KOAMEPYELNS amd avOpdmva
KOPKIVIKA KOTTOPO KLTTOPIKNG oepds, ovoudotnke HelLa. H Henrietta nébave
apyotepa 10 1010 £€10¢, OAAG TOL KOTTOPE TNG, MO OVEKTIUNTN KANPOVOULY Yo, TNV
EMGTAUN, cvveyiCovv va {ovv. ZNuepa, teptocdTEPO amd 60 ypdvia LETE, EMGTILOVES

GE OLO TOV KOGLO YPT|GULOTOLOVV TOL KOTTOPOL Y10l LEAETN o€ KdOs 0oBéveta. 40

H xvtropun ogpa HelLa cvvéPare oty avantuén evog epfoiiov katd g
TOAOHVEATIONG, OTNV avakdAvym NG avOpdTIVNG TELOUEPAOTG KOl GE OUETPNTES
GAleg 1otpkéc avakaldyels. Mo avalimon oto PubMed yw ™ oegpd «Helay

epoavilel meprocotepeg and 75.000 epyacieg. «To epyaoctTptd ROV AVATTUGOEL

406 Dankar, “Informed Consent in Biomedical Research,” 471.
407 Ewen Callaway, “Deal Done Over HeLa Cell Line,” Nature 500, (August 2013), 132-33,
https://doi.org/10.1038/500132a
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kottapo Hela xor to ypnowyomolovpe yioo Oho To €10M TEPAUATOV YOVIOIOKNG
EKQpaoNs, OTMG oYedOV KAOE epyacTiplo HOpLakng Plooyiag,» ONAmoe 0 d1evBLVTIG
tov Efvikov Ivetitovtov Yyeiag twv HITA (NIH), Francis Collins. Tao kdttapa giyav
INoeBel yopic v evnuépmon 1 TV GOl TNG 1010,C 1) TG OKOYEVELAG TNG Kot £YVaVY Ta
TPAOTO  OvVOPOTIVOL KOTTAPO TOV  AVATTUYONKAY IKOVOTOMTIKG GE €PYNCTNPIO.
Optopéva uéAn g owoyévelng tov Lacks €0scov 1o (NTNUO  OIKOVOUIKNG
amolnpioong, Aéer o Collins. H dueon minpounq g okoyévelng OV MoV OTIC
EMAOYEG, 0AAG aVTAC Kot 01 cOPOVAOT TOV TPpOGTAONGAY VO GKEPTOHYV AAALOVS TPOTOVG
pe tovg omoiovg Oa pmopovoe va weeAnbel n owkoyéveln, Om®G 1 KATOYOP®ON e
dimhopo gvpeotteyviag evOg YEVETIKOD TECT Yo KapKivo, BaCIGUEVO G€ HETOALAEELS

xuttapmv Hela. 4%

Oa pmopovce vo vrootnpydel 0Tt N cvYKATAOESN TOV GUUUETEXOVIMV GE Ui
W0TPIKN €pevva OUEOVA e TNV apyn TS ayaboepylag, TG Un KOKOTOINoNS Kot NG
dwaroovvng, Oa Empene va eivar avoyt. Ta amoteAéopata amd TNV W0ITPIKY EPELVA
duvnTtikd Ba emeépovy Eva TOAD peYEAO OPEAOG Yol TO KOWMVIKO GUVOAO Kot Oa
UTOpovGE £T61 va vrootnpydel 0TI N avolyt) cvyKatdOeon eivol TPOTLOTEPT YO TIG
vevetikég épevvec. BéPata, o ebAoyog @Ofog yio avifkn ypron tov yeveTikoh vAKOD
KO YEVIKG Y10l TN XPNOLOTOINGT TOV HE KOKOTIGTO TPOTO, £XEL KAVEL EMTAKTIKY TNV
ovykatdBeon yio T €pevveg. Ze OTL APOPE OU®G TN YPNON TOL YEVETIKOD LAIKOV
VILApYEL £val LeYOAO TAEYLO VOLUKAV SOTAEEWV TOV TPOSTATEDOVV TO KATOYO TOL OO
TNV KoK™ ¥p1on. Avtd 1o yeyovog, oe cuVOLACUO LE TNV 0XEOOV aCemépacTn OLGKOAI
Yoo TANPY EVNUEPMOT TOV GULUUETEYOVIO, AOY® TNG OCAPEWNG TOV UEALOVTIKOV
YPNOEDV TOL LAIKOV Kol TNng TANOOPOS TOV TANPOPOPLOYV, ONUIOLPYODV Yo TNV
YPNOOTNTO TNG GLYKATABESNC. AKOUN Kot edv Bewpel kaveig Ot1, Tapd TNV avceTnpn
vopobBeoia, ta dedopéva Tov Ba TOYoVV 1810TEAOVS KOl KAKNG YPNONG, LLE TTO10 TPOTO M
ovyKatdBeon Tov HETA Omd EVNUEP®OT YL TOVG OKOMOLG TG £pgvvag Ba Tov
TPoPLANCoE amd kATl T€T010; H g Ba pmopovce va mpofAéyet Tig epapuroyEg amod )
xpNoN TV dedopévav yio vo cuykotatedel 1 oy, H avtovopia Oa eméPaiie T Aqym
aroeacewv pe Paorn v apyn ™S aAAnieyydng kot g ayaboepyiag. H dpvnon yu

My vevetikol LAIKOV dgv Ba giye koapio Aoy Bdor, evd n amodoyr Ba uropovce

408 Kathy Hudson and Francis Collins, “Family Matters,” Nature 500, (August 2013), 14142,
https://doi.org/10.1038/500141a
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va. TPooPEpel, Ommg Ko oty mepimtwon g Lacks, evivmwoilokd o@éln oty
avOpomotTa. To YeEVETIKO PO VAIKO Elval OVOVTIKOTACTOTO Kol OVIKEL TPMTO o’ OAL
0€ HOg Kot 0gV GUVAEL PE TNV APy TNG SIKOLOGLVNG TO GTOO VO OTOKAEIETAL OO TO
oMot 0OQEAT TPOKVLYOLY amd aVTO. To OKOVOUIKO OQEAOC TV OIWTIKMV 1] KPATIKOV
ETUPELDV N POPE®V TOV EKUETOAAEDTNKAV TN YPNOT TOL, N QU 1 1 KOWMVIKY
EVYVOUOGHVN OO TNV aVOKAALYT EVOG GOPUAKOV GUVETELN TG YP1OTG TOV YEVETIKOV
VAMKOD, TPEMEL VAL OPOPOLY KOl TO GITOLO TTOL TO YopNynoe. Avtn 1 mpovimddeon, o¢
oLVAPTNOT UE EVO OLGTNPO VOLIKO TACIGLO Y10 TOPAVOUT ¥PNON Kol TOLTOXPOVA M
SVOYEPELDL KATOVOTOTG TNG YPNOTG TOV YEVETIKOV TANPOPOPIDV, UTOPEL VO LELDOCOLV

£m¢ KO VO KOTOPYGOVV TNV OVAYKT CLYKOTAOECNG GTN GLYKEKPIUEVT dLodIKOGTaL.

H evipuepn ovvaiveon eivorl mpoktikd adbvorn Kot povo Bewpntikd pmopei vo
ocu{nmoBel. Axoun xor yoo tTov mAEOV vonTikd Kavo acBevr], Ovtog oe TANPM
EYPNYOPOT), OL LATPIKES TANPOPOPIeS elvar eE0EIKEVUEVES KOl TPETEL VO, LETAO0B0VV O
EVOL GUYKEKPIUEVO, KPS YPpovIKO dtdotnua. AAAwoTe ol acbevelc 6To TAEloTO TOV
TEPUTAOGE®V, AOY® TNG KATAGTAGY TOVG, OEV £YOLV TNV YLYIKN YOANVI Kol TNV
ATOPOATNTN OHYELDL VO KOTOVOT|GOVV TIG AETTOUEPELES TOV 1ATPIKOV Ttapepfacewy. H
TANPNG EVNUEPMOOT iVl TPAKTIKA OVEPIKTN Kot dgv Ba NTav moté duvatd, ovTe va
d00ovv OAeg or mAnpoeopieg, ovte, oV mEPinT®ON TOL AVTO GLVERovVE, Va
katavonfovv amd tov acbevi. O o16)0¢ €ivar va do00ovv ta Pacikd, to gvAOYQ
oTolela, Pe eAKpiveld amd T HEPL TOV 1TPOV, GYETIKA LE TNV WTPIKN TPAEN Kot O
acBevig va katovonoet to. otoryela exeiva mov pmopel var elvanl onuavtikd yo v
aiocOnon ™ aglompéneldc Tov, MGTE U TNV ATOPOGT TOL va. Bempnoet 0Tt NTav avTd
oV TpaypaTikd NOgke. Avtd Bo frav apketd.i?® Me v mdpodo Tov ypdvov Exovv
npokOyel molhol opwopol ™G ovykatdBeong kKotdémy evnuépmonsg. Avtd  €xet
KOTOGTNGEL AKOUT O SVGKOAN TNV amOKTNGN GLYKATAOEON S EVOC VITOKEUEVOL HEGOL
6T0 oVVEXDS eEEMOGONEVO KOl oLVeEXMG petafaiiopevo tomio dedopévav,*? Tov
010{0V 0 OYKOC TV TANPOPOPIDV Kot 1] E£E10IKEVLGT| TOVG KAO1GTOVV TNV TANPOPOpNoN
advvatn. O wrpdg €xel kabnkov ainbeiog mpog tov acbevn (dpbpo 11§1 Kmducog
latpucng Aeovtoroyiog). Avtictorya, o acBevig £xel diKaimpo otV TANPOEOPN O,

OGOV aQopd To. dedoUEVA TO. OOl TOV lvar amapaitnTa Yo voo AAPEL TIC OTOPAGELS

40% O’ Neill, Avrovouia ko Eumicrootvy oty Bionbhixi, 63.
410 Dankar, “Informed Consent in Biomedical Research,” 465.
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TOV, OYETIKA pe TN SeEaywyn MG WIpkng mpaéng, omnv omoio. mpoKeETOL Vo
vrofAnOel. Avtd mpokvmtel prTd ko pe cagpnvelo amo tov K.ILA. (v. 3418/2005, dpbpo
11), adAG kot amd T ZopPacn tov OPEdo (v. 2619/1998, apbpo 5).4r H evnuépwon
0V acbevovg PeTd omd aitnon tov, PAcn Tov SKUMOUATOG TOV TG EVNUEPMONG,
KoB16TA TO KOOMKOV EIMKPIVEIDG TOV 10TPOD AmEVAVTL 6TOV 060V omdAvTo,*? adAd
avto eivar TOAD dvokoro va mpayuotomondel. H etlikpivela onuepa eavtieitar o
L0 OTEAEI®TN OVOPOPA TOPEVEPYELDV KOl AVETIOOUNTOV EVEPYELDV, €V UEPEL OO TO

(OO JKACTIKOV 0y®YDOV.

AvtipetoniCoviag  ovtég TIC TPOKANCELS, avEdvovtal  TopdAAnAd ot
TPOCKANGELS OO €EEYOVTIEC EMGTNUOVEG KOl £YKLPA TPOGMTO Y10, VITOYPEMTIKY
GLUUETOYN OTNV £pELVO. Oe®POVV OTL TOL ATOLO EYOVV TNV VITOYPEMCT] VO, GUUUETEXOVV
oV épeuva, KaBDS amotedel OQEAOC Yoo TNV KOwmvia 6To GUVOAD NG Avtoi ot
VROGTNPIKTEG TECOLV Y10 VO QPOLPEGOVY OO KOWOU TNV avAyKN Yo cLykatdBeom

Katomy  evnuépoonc.tt

[Ipoécpatn £€pevva  mpoteiver pwow  avabedpnon g
ovykatdBeong pe yvopova v £vvolo Kot TNV €EQAEWYM OPICUEVOV Oamd T
peovektuotd g Ov mpotdoelg ot Piprloypapia Pacilovv v epguvnTikn
OCUUUETOYN OTNV £€vvold TNng OAANAEYYUNG, OTn UETATOMON TNG £VVolug TNg
ovykatdBeong mpog Eva mepPdAiov mov Paciletor 6TV KOWATNTA KoL TNV TOPOYN
oLOTNIKNG dtakvPEpvnong dedopévmv og gpevvntikd cvufovAita. O Prainsack kot
GLVEPYATEG TAPOLGIOGOV L0 AAAAYT] OO TNV TTOPAOOGLOKY| LOPOT GVYKATABEONS, TOV
Baciletar omv avtovopia, ce éva mAaiclo, mov Pacileror oty aAinieyyom. H
aAANAey YL avayvopilel tnv Tpobupio TV avOpOTOV VO GUUUETEXOVY GE ETKIVOLVEG
dpacTNPOTNTEG, TPOG OPEAOG TV OGAA®V. Ymootnpilovv 0Tt 10 16Y0OV TAMICLO
ovykatdBeong Poociletar oamokAelotikd omv mpo®Onomn g ovtovouiog TV
GUUUETEYOVTOV, TapoPAETOVTOS TO YeYOoVvOS OTL 1 forBela o€ dALOVG elvar €va amd Ta
Koplo. kivmrpa ¢ ovppetoyng omv épevva. To miaicto mov Poaocileton oty
aAANAeyyom Ba Bondnoetl Lomdv Toug GALOVG, e KOPLo EpELVNTIKO GTOYO VO PEATIOCEL

mv vyeio Tov otopwv. H epappoyn autg g véag 10£ag amottel onUavTikés oAAYES

41 Anuntplog Popoving, kar BovAtsog Todvypodvng. latpixd Aixaio, Zroyyeia BionOucis. (Abva:
University Studio Press, 2010), 199.

412 Todvvng A. omadnuntpiov ko Mapiévvo Apokomodlov em., Bionbiki kor AvOpamive,
Aikoncddpora (ABva: Zakkoviag Avt. N., 2010), 32-33.

413 Dankar, “Informed Consent in Biomedical Research,” 464.
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otV €peLVNTIKN TPaKTIKN. To mhaiclo Paciletar oty atopukn tpodupio opiopuévav
EMMESMV KIVOOVOD Kot ofePatdTNTOG TPOG OPELOG TOV AAA®V, TOPA GTNV OTOKAEIGTIKN

gotioon ot peimon tov kvdhvov. 4

Agv Bo mpémel | dmota wapepuUNVEiD MG TPOS TNV OGPAAMOT| TG ALTOVOUING
VO GTEPNGEL OO TO KOWMOVIKO GOVOLO, TOL LEAN TNG OIKOYEVELNG, 1 KOt atd TO 1510 TO
dropo o xprown avokdivym. Zoueovo pe v O’Nil i avdmtoén g avtovopiog
axoAlovBeitar amd v cuppikvmon ¢ apolfaiog EPmTIGTOCVVNG KOl 0VTO OV UTopel
va cuveylotel eml pakpov. Oa wpémel va cLAAGPOLE TNV avTOVOUio OC avTOoVOoUia
apy®v. Mo té€tota cOAAN YT Ba avadeikvue TV apyn TS EUTIoTocHVNG 6€ Bepelmon

apyn, Yo T Protexvoroyia Kot TiIc VITOAOUTEC 1TPIcéS TeYvoLoyieg. 10

To dropo, xatd tov Illits, £xet dukaimpa vo unv eykpivetl m BepomevTikn oywyn
aAlG ovTd TO Owoiwpo ydvetar «OTOV TO GTOUO VTOTACCETOL GTIC OVAYKES TOV
oLVOAOV, TOV BE®POVVTUL CNUAVTIKOTEPEG KOl Ol TPOANTTIKEG dtadikacieg yivovtat

voypemTicéH, o

Kot 0 10 TpOG TOVTOYPOVO TOV EMGNUAIVEL OTL TO KOWVMOVIKO GUVOAO
dev pmopet va emPapoviet pe damavnpég Oepaneieg, yu owtd emPdiieton va vwoPAnOel

otV Bepamevtiky aywyy.t’

H dwdwasio amoxdAloyng mAinpopopldv @aivetar apketd omin. 2otdco oe
TPUYUOTIKY Katdotaon unopetl va mapovotdlel dvokoriec. 11660 1 o€ mowo Babud ot
TANPOPOPIEg TPETEL VAL TAPEYOVTOL Y10 SIAPOPES TTVYES TNG EPEVVAG, OTMS O Kivouvol
KoL To, OQEAT TOL oyeTilovton pe TV mapEpPacn tne LEAETNG, OeVv eivor capEc Kot ivat
HEALOV 10l VTOKEWEVIKT] TPOGEYYIOT|, avaroya e Tov gpeuvnty. [ mopdaderypa, n
apiBunon M M eravdAnyn mOavov avembountov evepysidv pog Bepaneiog, pmopel
va kével v &v A0y Oepameion avemBountn, evod n OBepameion dev eivar tOGO

emikivouvn. 418

O Illits BéPara Bewpovoe kat, iomg oyt AavBaopéva, 6Tt 1 10TPIKY, TOVAYYLIGTOV
LE TOV TPOTO OV OIGKEITO GTNV EMOYN TOL KOt 1] O1AdKAGia ¥poNg, TapAAANAa LE TO

€100G TV PaPUAK®OV, YAV TPOKAAEGEL TEPIGGOTEPO KAKO TOPE KOAO.

414 Dankar, “Informed Consent in Biomedical Research,” 471-472.

415 K odoxapvo, «Emipetpo. H Enidpacn g Apyaiog EAANvikhg Zkéyng," 569.
416 1Mlits, lazpixhi Néuson, 58.

47 its, lazpixh Néuson, 58.

418 Gupta, “Informed Consent in Clinical Research,” 27.

154



Me ™ QOPUOKOYOVIOI®UOTIKY] KOl KOT  ETMEKTOCY] HE TNV EENTOUKELUEVN
W0TPIKn, TOavOV Yoo TPOTN GOpA OTNV 1oTopiot TNG 0TPIKNG, Ba pmopécovpe va
YOPNYNOOLUE, e oxedOV BepamevtiKn PefatdTnTa, PUPUUKEVTIKG CKEVAGLOTO GE EVOL
OLYKEKPIUEVO aGOEVY], EMITVYYAVOVTOS TN WEYIOTY] OMOTEAECUATIKOTNTA, HE GYEOOV
UNOEVIKEG TOPEVEPYEIEC. XE aTN TNV TepinTmon Ba cvveyioel 1 cvykatdbeon Tov
acBevovg va givol 0 KaBoploTikdg TapAyovTog yio. T YopNynon Kot tn ANym g
ay®YNG, N 0 WTPOg Bo UTOpel Vo YOPMNYNOEL TNV EVOEIKVLOLEVT Oy XWPIG va Tov
evnuepooel kol yopig va {nmoet ™ ovykatdbeon tov; Edv o acBevrg dev
ovykatatedel oV Ay TG GLYKEKPIUEVG OY®OYNS, EVO KOTA 10TPIKT KpioTn TOL elval

amopoiTNT, LTOPEL VO SIKOOAOYNGEL LE KATO10 TPOTO T GLUTEPLPOPA TOV;

H n0wr| ovveidnon amoterel po wrontepdtnta Tov avOp®OTOL Kol AOY® 0TS
0 K60 GvOpOTOC VidOEL TNV avéykn va Sikatoloyei T cvpmepipopd Tov,*° e 660 T0
Suvatd opboroyikd tpémo.*?° H dpvnot| tov yio ANym G ay®yRG GVTIKEITOL GOpM
oT1g Tpeic Prondkég apyés, g ayaboepyiag, TnNG U KOKOToinong Kot tng StkoocHvng.
H dapvnon tov kot n emideivoon g vyeiag tov Ba vréParle avaitio o Toloumwpia,
EKTOC amd TOV E0VTO TOV, TOL LEAT TNG OIKOYEVELLG TOV KOt EULIEGO TO KOWVOVIKO GOVOAO.
H apyn g dwatocvvng emiong emPairer ) ANyYn aymyns, otnv mEPITT®GN 7OV
OTEPEITOL TOPEVEPYELDV KOl LOVO OPEAOG UTOPEL VOL TOL TPOGTOPIGEL, YT [ Apvnon
oV Ba TPoKaAOVGE, KATA ACVUUETPO TPOTO, OIKOVOULKT] EMPAPVVGT GTO KOWVAOVIKO
ovvolro. O avBpwmog dev pmopel va, Bpet TV vTVYIN OC LELOVOUEVO ATONO, TOPA LOVO
péca omv xowvavio.*?! Emione, v adlnieyydn Tov amévovit otovg GAAOVC,
VTOOEIKVVEL Ko TO Tp®To GpBpo g Okovpevikng Ataknpuéng Awoiowpdtov tov
AvOBpomov: Olot ot GvBpwmor yevviovviow kot i6ot otnv aSOTPENEW KOl OTO
dwardpata. Efvor mpowiopévor pe Aoyikn kot ovveidnon kot o@eilovv  va

GUUTEPLPEPOVTOL UETAED TOVG [IE TVEDLLOL ASEAPOGHVNG. 22

H apiototehkn ppdvnon emtdocel eniong, o1 6Komwol Tov EMOUDKEL KATO10G,

va egtvar kowvol otmv avBpormdtnmra, mpooeyyilovtag pe avtdv tov TPOTO TNV

419 Hans Kelsen, T: efvai Aikaiootvy, pte. @odwpnig Apitoac, entpuetpo Arixn AaBpévov (Abvva:
Avtinodeg, 2019), 24.

420 Kelsen, Tt eivau Aicaaoaivy, 25.

421 Kelsen, T eivau Aicaroaivy, 9.

422 OHCHR, accessed December 6, 2021,
https://www.ohchr.org/EN/UDHR/Pages/Language.aspx?LanglD=grk.
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OVTIKEWEVIKOTNTA, Oyl Ol 1010i{TepOl oKkomol mov o Kabévag Bewpel OTL mpémer va
vInpeToEL.*? Akoun Ko g6V 1 pVoN Tov Tov Bl Vo PepBel eyIoTIKG, YTl Oheg
oxedOV o1 aBOPUNTES PLOIKEG KMOEIS KATUANYOUV GTOV £YMIGUO, UTOpEl va dpdoet
OATPOVIGTIKA Kot avISIOTEADC HvTag eheVBepoc.*?* Oa émpeme Lowmdv pe Phon avTég TiC

apyEs va ovykatatedel otn AMyn g oyoyng.

®a umopovce BéPata va TpoPfdiiel To dikaimpo g erevbepiog Tov Kot Tng
OQLTOVOLLOG TOV, OPVOVUEVOS Y10 SIKOVE TOV, VITOKELEVIKOVG Adyovs, Thv aywyn. To
Oesomiopévo dtkaiopo ™G ehevbepiaoc Tov 1OYVEL LOVO €AV EXEL TNV OTOPOATNTN

TPoHmOEGT AGKNGTC TOV TOL £ivan 1) eheVOepn PovAnon. 42

H apyn g a&lonpénetog kot n apyn Tng cTOVOUING, 1 ¥PNOT TOV 0ToiwV 6TO
x®po g Prondikmg etvan gupeia, Bempodvton oe peydro Padbud 6t amoppéovy amod Tig
STVIOGELS TS KATYOPIKNG TPOoTokTIKHC Tov Kavt.*?® Toppmva pe v O’ Neill,
N kavtovy Oedpnon g avtovopiag dev etvar pio avtiAnymn Tepl ATOUIKNG AL TOVOUING.
O Kavt moté dev pikdel mepl evOg avtdvopov £00Toh 1| LTOVOU®V TPOCOTMV 1|
AVTOVOUWOV ATOUMV, OALY TAVTOTE AVAPEPETAL GTNV OLTOVOLLID TOL AOYOoV, TNG NOKNG,
TOV OpY®OV Kot 6TV avtovopio g BovAnong. Agv Bewpel 6t 1 avtovouia etvor kATt
OV UTOopEl KATO10¢ VoL TO €YEL O PEYOAVTEPO Kol KATOL0G AAAOG o€ LukpdTEPO Pabuod
Kot 0gv TNV TALTICEL pe KAmola LopPT) TPOSMTMIKYG aveEapTNOinG 1) 0VTOEKPPOCTG KoL
TOAD TEPIGGOTEPO LLE TO VO TPATTEL KOvelg Pdoel kdmolwv mpotyunoewy. H avtovopia
katd Tov Kavt ekdnloveton og ekeivo tov avBpamivo Bio mov eivor cOH®VOS pe o
KafnKovto Kot 6Tov 0moio vdpyEL 0 EPAGUOS TOV AALDV Kol TOV STKOLOUATOV TOVS
KoL 0L o€ £Keivo To Bio Tov eivarn eELevPEPOG 0md dGLOVE ToG decpone. 2’ Onwg dAhwots
vrootpiler  B.Kwt) «to avBpdmva dtkoudpato amoktovy vTtocTact Kot vOno

HOVO EVTOC L0 KOWVMVIKNG GLYKpOTHonG». 428

423 LLuc Ferry and Jean-Didier Vincent, Ti eivau o AvBpwmog; H Bioloyio Zovouilet ue t drlocogia,
‘j;lg‘(pp. Avaortacio Kapaotddn kot ddmg Zwtitcag (Adnva: Kpirikn, 2005), 58.

Ibid, 59.
425 A1eBvrig Opoomovdio ®hocoikdv Etapeidv (FISP) Tunuo Mebodoloyiag, Iotopiag kot Ocmpiog
g Emotiung (MIOE) IMavemiompiov ABnvav, INa pio docoen Iodeia AvOporivav
Aoopdtov, enn. Muptd Apayodva-Movayov (ABnva: ExAnvd Ipappoza, 2005), 78.
426 K ohoxapvod, «Emipetpo. H Enidpacn g Apyaiog EAAnvikhg Zkéyng," 567.
427 O’ Neill, Avrovouia xou Eumiorootvy oty Bionbiuc;, 108-09.
428 A1gbvric Opoomovdio Pocopikdv Etapeidv, MIOE, Mo pa @hocogikn Modeio Atcaiopdtoy,
161.
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Tnv  dpvnon M ™ un ovykotdBeon tov vo TAPEL TO PAPHOKO, TO OTOI0
ONUEIWTEOV OEV AVOUEVETOL VO, EYEL Kapia avemBountn evépysla Kat, Tovvavtiov, Oa
EXEL TNV UEYIOTN OMOTEAEGUOTIKOTNTO, OgV Umopel vo v otnpi&el oty apyn g
aVTOVOUING, YTl TPATTEL e YVOHOVA TIG emtBupieg Tov Kot oyt ™G EAAOYO OV, TOL
yivetal vopog yuo tov €antd Tov. O avOpmTOog GLVEIONTOMOLEL TOV E0VTO TOL WG EALOYN
VO KOl GUVETAOC aVTO ival Eva VITOKEIEVIKO a&iopa Tov avlporivay tpaéemy.*?

Edv kamotog, evd pumopel va etvat vying, emAEYEL VoL VOGN GEL, LTOPOVE VO Bempricovpe

OTL ¢ VITOKEWEVIKO a&impa g Tpdéng Tov eivar 1 EAAoyn @von;

Ynrdpyet axoun €vag Adyog mov 1 €MAOYN TG GPVNONG HOG TETOOL €100Vg
aywyng dev pmopet va otnpiydel otnv apyr e avtovopiog tov atdpov. H avtovopio
Kot 1 a&lomPENELD, TOV ATOPPEEL OO QTN TNV APy, AokeiTol omd To TPOS®TO, OTOV
pmopet 1 PovAnon tov va yiver vopog yw tov govtd tov. O vymg dvBpwmog
YPNOLOTOLEL TN d1dvold Tov Yia va B€G€L To Yvopova TV TPAEEdV Tov. g achevig
OLMG, TIC TEPLOGOTEPES POPES, OV SVVATOL VAL YPTOLUOTOMGEL TN OKEYT TOV UE TOV
ATOTEAECUOTIKO TPOTO OV TO ékave G LY. [ToAhol acBevelg dAAwoTe dev elvan
wavol yuo dwoonpadieg Katd v mepiodo mov achevovv, Bempdvtag 0Tt TAGYKEL M
BovAnor| tovc. Agv vdpyetl axéparo dikaimpa eAevBepiag 6€ TEPIMTAOGELS TOV TAGYKEL
N Povinon.** Avtd onuaiver 6t 1 avtovopio kou kat® eméktacn M ehevdepio
nepropilovtar katd v mepiodo g acbévelag. [mg OBa NToav Aourdv duvatd Kamolog va
emAéEel Ty TBav) GTEPTON TNS AL TOVOLING TOV Kol TG 0ELOTPETELAS TOV, BEPOVTOC

OTL M eMA0YN TOL VTN oTNPilETaLl GTNV aPYN TG VTOVOUING;

Edv m  efatopukevpévn  0TPIKN,  GUVEMIKOVPOLUEV)  Omd  TIG
(QOPLOKOYOVIOIOUOTIKES €EETAGELS, HOG €EUCQOAOEL UEALOVTIKGL (QOPUOKEVTIKES
Bepamneieg ywpig mapevépyeleg, 1 cuyKATABEST] Yiol TN ANYN QVTOV TOV QOPUAK®V, OTOV
QLGIKA LVILAPYEL N avTioTOYM WTPIKY £VOEIEN, oV Ba eivan amapaitntn. H yoprynon
TOV EE0TOMKEVUEVOV PAPUAK®V YOPiG cvykatadeon dev mpocsPdiiel v avtovouio
t0v acbevoidg kou avtiBeta, vroompileton and TS apyés g ayaboepyiac, TS un
Kakomoinong Tov GAA®V kot g dwkaiocvvng. H eviuepn ovvaiveon og o tétota

TEPIMTOON TOPEAKEL Kat, LOVO LE PTTN OTOTOINGT OTMOGoNToTE aSimong amd TV

429 Immanuel Kant, Ta Osuélio e Metaguoixiic twv HOmv, ptep. Tvvng Tapdpac (Adva-
IMévviva: Amdwvn, 1984), 81.

430 A1gBvric Opoomovdio Phocopikdv Etaipeidy, MIOE, Ta o @ihocoeukr Hadeio Aikaiopdtmv,
78.
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KowotnTa, oL B APOPOVCE TIC EMUTAOKEG TOL VOONULATOG TOv, B umopovoe 1omg

Kkdémolog va apvnOel tnv Bepomeio.

O gbBelovtiopdg vroypappilel Tnv avdykn n cLYKATAOESN TOV VTOKEUEVOV VO
elval ekovoln, yopig mpoomdbela €E0voyKAGHOD 1 ETPPONG OO TOV EPELVNTY.
Mepwkég @opéc 1 ebehovtiky ocvppetoyn dev meptlapPdver povo v mpdén g
CUULETOYNG O€ (o €peuva N TPIKN HEAETN AL KoL TV TTPAEN TS amodcvpong and
ot *! Agdopévng e moAvmhokdTTog Kat TG eEEMOGOUEVIC PVONG TNG EpHNVELaC
TOV YOVIOIOUATIKOV SOKIUMV, 1| CLYKOTAOEST] Y10l TIG YOVIOIWUATIKES OOKIUES UTOPET
va BeopnBel og o cvveyng culRon, 6oL o1 TTVYEG TG cuinTong eravesetdlovtal

GLVEYOC KOTA TN dtdpketa TS {ong evoc atdpov. 32

H evipuepn ovvaiveon gaivetol LOAAOV DTEPEKTIUNUEVT] KOL TPOKTIKE AOVVOTY.
2T1¢ TAEIOTEG TOV TEPUMTMGEMY OV YIVETOL KATL SPOPETIKO OO QLTO TOL LOTPIKA
npénel va yivet. Etvon oiyovpo dpmg 6t ota Oetikd Oa tng mpocdyovpe v dpovva tov
ac0evolg amévavtl GTNV OTPOKAALTTN KOl 1O10TEAN WOTPIKN XEWPAYDYNOY| Kol GE
eEQPETIKEG TEPIMTAOGELS, AMEVOVTL G GoPapd wTpkd TpofAnpata, Yy’ ovtd iomg Kot
T COPN, TOL OTOITOVV OPLOKEG OMOPAGELS, T EVNUEPN ovvaiveon Umopel va
npoeuAdEel TV a&lompémel Tov  acbevovg, Sivovidg Tov TN dvvaTOTNTO VO

OAOKANPAOGEL PEYPL TO TEAOG TO OO TOL vOnua Yo T L.

2uvaiveon Kol YEVETIKA dedOUEVAL

Koatd ™ ovlinmon mov apopd dedopéva vyeiog eival onuavtikd vo Exovpe Kot
VOU OTL OPIGUEVO JEDOUEVD, 1O1MG YEVETIKA, EMNPEALOVY Ol LOVO TO VTOKEIUEVO TV
dedopévmv, oAl kot o LEAN TG otkoyévelns. To mapamdve 1oydel Emions Kot Yol To
dedoUEVA TOV KOWMOVIKOV HEG®V, OTav ot YOvelc popdlovtal TANPoPopies Yoo TOVG
OTEVOVG GLYYEVEIC TOLG Kol W0O1UTEPMS Yo To Tondld. Opiopéva dTopo HITopel va

popdlovror pe mpobopio GAOVS TOLG TOTOVS dEFOUEVOV, OAAL GTNV TEPITTMON TOV

43! Dankar, “Informed Consent in Biomedical Research,” 467.
432 Horton and Lucassen, “Consent and Autonomy in the Genomics,” 88.
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YEVETIKOV OEGOUEVOV OVTO UTOPEL VO €YEL EMMTAOCES OE OTEVOVG CLYYEVEIC Ko
waitepa 6e opolLY®MTIKG OldLpO. XE TETOLEG TMEPUTTAMOCELS EVOEXETOL VO OTOLTEITOL

KATOL0, LOPPT| GLALOYIKYC GuyKaTdOsoNC. 433

H évvola g 10101tepOTNTOG TOV YEVETIK®OV OE00UEVOV LDTOONAMVEL OTL Ol
YEVETIKEG TANPOPOPIEG EYOLV SLOPOPETIKES O10TNTEG OO GAAEG HOPQES OTPIKAOV
TANPOEOPLOYV, ONANOT €lvarl €101KEC, €MEWN WOG TOVTOTOWOUV HE HOVOOIKO TPOTO,
UTOpOVV va. TapEYOLV TANPOPOPIES Yo TO TaPEAOOV, TO TOPdV, TN HUEALOVTIKN WOG
VYElD KOl oG CLVOEOVV GECH LE TOVG CLYYEVEIC Hog. Xe avtiBeon pe to cLUPOTIKA
OOKTLAIKA OTOTUTTMLATO, TO OTTOI0, TOPEYOVV EAGYIOTEG TANPOPOPIES Y10 TOV 0oBEVI N
TOVG OLYYeEVELG TOv, ot yovotumor SNP umopel va k®O1KOmTolovV QovoTumiKd
YOUPOAKTNPIOTIKG, TO OTOi0. PTOPOVV Vo GLUVSEGOVY aAlnAovyisg pe avOphdmovg.*3*
Tétoteg Béoeic €xovv TovioTel omd OPIGUEVOVS GYOMOCTES Kol EXOVV EMIOPACT CTNV
YOpoEN TOMTIKNG, 0w o vopog tov HITA mepl yevetik®dv mAnpo@opidv yuo Tig
dwakpioelg, o omoiog Bewpel OTL Ta YeveTiKA dedopéva gival pLovadtka kot 6t ypriiovv
avénuévng mpootacioc. AAAolL vtooTnPilovy OTL T YOPAKTNPLIOTIKE TOV YEVETIKMOV
TANPOPOPLAOV JEV SLAPEPOLV ATTO AAAL YOPAKTNPIGTIKA, OTMG 1) KOVOVIKOOIKOVOLKT|
Katdotoon, n voonon and HIV, 1 to owoyevelaxkd 16topucd. Yrnootnpilovv 01t 10
DNA pmopei va BewpnBet Eeymprotd kot vo xpniet E101KNG OVTILETOTIONG, OGOV aAPopd
NV TPOcTacia TG WMTIKAG {ONG, 0ALL Y®PIg VOLIKT 1] KOVOVIGTIKY TPOGTACIN TEPAY
OVTNG MOV MOPEYETOL GE GALES EVIGONTEC KaTnyopisg TpocomikdY dedopévav.*® O
Williams deényaye perétn, pe ) pébodo tov opddwv eotiaong (focus groups), o 18
opdoeg, HeTaEy 000 PLAMVY 1B0yEVOV TNG AUEPIKNG, TOV IGTOVIKOV OYPOTIKAOV KoL
OOTIK®V KOWVOTNTMV KOl TOL TPOCOTIKOV VYEIOVOUIKNG TtepiBaiyng. Ot cuppeTéyovTeg
avnovyovoav OtL M €pguva, GTNV omoin pepoOvOUEVE HEAN NG kowvdtntag elyov
ouvavécel, Ba. LTopovcE Vo EYEL OPVNTIKEG CUVETELES Y10 TNV ELPVTEPT KOWOTNTA,
Omm¢ vynAdtepa acPdAoTpa 1 dtokpicelg oty epyacio. Asdopévov OtL o1 apyKéC
pelg  opxés tov Belmont (un  koaxomoinom, ayaBoepyio kot dikaiocHvn)
EMKEVTIPOOMKAV OTOKAEIGTIKA GTO ATOMO, OPIGUEVOL GLYYPOPELS TTPoTEiVOLY TNV

TPOGONKT L0 TETOPTNG OPYAG: AVTAG TOL GEPAGHOD TV KovoThTMVY.4

433 Qlivier, Bernice, Elger, and Shaw, “All Our Data Will Be Health ,” 5.
434 Cassa, “My Sister’s Keeper?,” 1.

435 Middleton, “Members of the Public in the USA,” 425.

436 O’Sullivan., “Contributory Factors to the Evolution,” 3.
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[Tpoxeévou va d1dryovpe pua axpalovoa Lo, eivatl onuavTiko vo vapyet £vo
KaBopd 1010TIKO TUA A TNG (NG HOG, TOV VO UnVv T0 YVopilovy ot GALOL, EKTOG oV ENELS
0élovpe va to potpactovpe pali tovg. Ta otoryeio yio v vyeio pog eivor 1O1OTIKE Kot
Wwitepa gvaicOnto. L& OpIGUEVES TEPITTAOGELG, TO, LeYGAD dedopEva EMTPETOVY THV
EUUEDT ] KO GLLECT YVOOT] TOV OEO0UEVOV VYETOG Hog amd ekeivovg Tov dev Oa OEAaE
VO OTOKTHOOVV TPOGPacT 6€ TETOOL €100VG TANPOPOpPiES, €ite HEC® OKOVOLOG
amoKaALYNG, €ite UEC® KOKOPOLA®V JpacTNPOTATOV, OTW®G Yo TOPASELYUA T
napdvoun tpocPact. Ot teplocdTepol AvOPMOTOL 0yvooUV SVGTLYMG TIG XPNOELS OTIC
omoieg umopovv va vtoPAnBovv Ta dedopéva Toug. ‘Eva 1daitepa epgovic mapdaderypo
TPOEPYETAL OO TN YPNoMN NG YeVeETIKNG Pdong dedouévav tov GEDmatch yio v
avayvoplon tov doAoeovov tov Golden State. Avtd 10 mopdderypo tovilel TO
TPOPANUa oV dnuovpyeitol Katd TN SOIKAGIO SOUOPACHOD TOV YEVETIKMOV
TANPOPOPLOV VOGS ATOLOL, Ol 0TT0OlEG UTOPEL VO OMTOKAAVYOLY TANPOPOpPIES Yo GAAD
dropa - £d®, YEVETIKOVS GLYYEVELS - TOL OeV YVmpilovv 0Tt £xovv Kowvoro Bl mbavadg
OMOKOAVTITIKEG TANPOPOPIEg Kot OV, Kupiwg, 0ev €yovv cvykoatatedel oty Kowvn
xpion touc.’ To yoviStopaticd kot to Sedopévo VYEiog TPOEPYOVTAL Od VIINPEGIES
vyetag, Protpaneles, epevvnTikd k€vipa kot apodotec. [lpoépyovror amd dropa mov
£Youv 1o dKaimpa vo £xouv AOY0 Yo ToV TPOTO YPNOTG ALTAV TOV dEGOUEVMDV Kot Ba
EMPETE TOLAAYLGTOV VO £XOVV GUVOALVEGEL Y10 TV KOIWVOTOINGT TV de60UEVOV TOVG O
EPELVNTEC KOl KAVIKOUG 10tpovg. EmimAéov, akdpa Kt av £va dtopo dev ypetdodnke va
dwpioel Ta dedopéva Tov, avEAvETaL GNUOVTIKEA, TPOIOVTOG TOL XPOVOL, 1) TBAVOTNTA
vo oyetiletan yeveTikd pe Kamowo mov ta £xel dwpicel. Emopévmg, ol amopdcelg mov

AopBévet éva dropo, SuvnTikd oystilovat e Tovg cvyysveic Tov.*%

Amd Nopikng mhevpds 1 kown yprion dedopévov anartet ) cvykatdbeon tov
OTOUMV GTI GYETIKN LEAETN 1], EQV EV VILAPYEL GLYKATADEST), TNV AVOVVLOTOINGT TOV
dedopévov. Toéco otig Hvopéveg TloMrteleg Apepukng, 6co kot otnv Evponn, ta
Brotatpucd dedopéva Hmopovv va kotvomoinfovv kat vo exavaypnoiorombovy, ywpic
va {nmBel mpdcsbetn cvykatdBeon, edv elvar avovope. H aveovoporoinon eivar pa
TEYVIKY] TPooTociog Oedopéveyv, mov ypnolomoleitor Yoo v amoeevyfel 1

ovykatdBeon. O Kowdg Kavovag, yio mapdderypa, ETTPETEL TN YPNOT 0EGOUEVOV Kl

437 Price and Cohen, “Privacy in the Age of Medical Big Data,” 8-9.
438 Middleton., “Members of the Public in the USA,” 425.
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JEYHATOV YOPIC TN YVOOT Kol TNV GLYKATAOEST] TOL ATOUOV, VIO TV TPoLTOHesN OTL
OEV TOLTOTOLOVVTOL. ZOUP®VA LE TO KABESTMOC TpooTaciog dedopévmv g Evpomaikng
‘Evooncg, 1 agaipeon T@v avoyvopioTIK@V, Yo, EVo ATOUO0, TANPOPOPLOYV, UTopel va
LETATPEWYEL TOL TPOCOTIKA OEOOUEVA GE UM TPOSOTIKA. Opoing, o I'evikdg Kavoviopog
[Ipootaciog Aedopévev INAMVEL OTL O OPYES TNG TPOOTACTOG OEOOUEVMV OV TTPEMEL

VoL 15Y00VV Yo aVAVVLLES TANPOPopisg.+3

>10 mAoiclo g ayopdg ocdopévoyv DNA mpémer va depevvnBel o1eodikd
APEVOC O OVTIKTLTTOG TWV OIKOVOLK®Y KIVITP®VY GTNV EYKLPOTNTO TNG GVYKATAOEONC
Kol OQETEPOL, OVO peYAAEG avnovyieg, M obéutn emppon KoTd T AYM NG
ovyKatdBeong koL 1 ETPPON OV ACKNGT TOL OKOIMUATOS OTOGLPCNG TNG
ovykatdBeong. H evnuepopévn cuvaiveon mpémet va Aneoei amd Toug GUUUETEXOVTEG,
VO GLVONKEG TOV EAAYLGTOTOOVY TNV TOAVOTNTA £E0VAYKOGLOD 1] AOTKOLOAOYNTNG
emppong. Eivar onpavtikd va a&roloynOet edv kot vd moleg epeuvnTikég GLVONKES Ta
OWKOVOUIKGE  KiviTpa evo€xeTol va emnpedoovy v Kpion €vog oTOLOL Kol GE TOL0
Babud o OIKOVOUIKA KIVITPO TOPOKIVOOV TOVG OVOPOTOVS VO, GUUUETAGYOVY, EVOD
£xouv évtoves avtippnoels. Mia tpoceopd etvar aféputn edv ivol 1660 EAKVGTIKT, TOV
propel Vo TVPAMGEL T ATOLLN TTOVL TPOKELTAL VAL GUUUETAGYOVV, MG TPOS TOVS KIVOVVOLG
NG GUUUETOYNAG, 1| VO EMNPEAGEL THV TKAVOTNTA TOVG V. kpivovy cootd. 0 TIpémet v
dtepevvnOet VIO TOlEC GLVONKEG 1| TPOCPOPE OTKOVOUIKDOV KIVITPMV O OVTOAAOYLLOL
YL TOL TPOCMTIKE, YEVETIKA dgdopéva, mov oyetilovrar pe v  vyeia, pmopei vo
OMEAMGEL TNV £YKVPOTNTO TNG GLYKOTAOEoNS Ko va B€cel o€ kivduvo TV KovOTHTA
TOV GLUUETEYOVTO Vo ovtamokpldel €OAoya, HE OMOTEAEGUO TNV AOIKALOAOYNT
EMAYMYN TNG GLUUETOYNG. ZVYKekpéva stvan (oTikng onpaciog va diepeuvnOet, mmg,
1660 01 000gvelg, 0G0 KOl 01 VYIELG GUUUETEYOVTEGS, LE SAPOPO KOVOVIKOOIKOVOUKE
vroPabpa, avIamokpivovTol GTO OIKOVOUIKE KIvITpa Yol TV AVTOAANYT] TPOCOTIKOV
dedopévov. Xta mopadoclaKd TEPPAAAOVTO £PELVOG OVOUEVETOL OTL Ol EMITPOTEG
deovroroyiog g épevvag aEloA0YoDV TOLG KIvOHVOLG AOTKOLOAOYNTNG EMLPPONG, TOV
EVOEYETOL VO TPOKVWYOLV OmO TN YPNOT| OKOVOUIK®OV KOl GAA®V KWWATP®V Yo, TNV
CLUTEPTANYN GULUUETEXOVI®OV OTNV £peuva. AALES avnovyieg mov oyetifovtol pe

ovykatdBeon Pacilovtal ot eHOM TOV YEVETIKOV ded0UEVOV. AapPavovtag vadyn Tig

439 Dankar, “Informed Consent in Biomedical Research,” 468.
440 Ahmed, “DNA Data Marketplace,” 3.
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KOWMG YVOOTEG YEVETIKES TANPOPOPieg LETAED GUYYEVAV, 1] GUUUETOYN TOV LEADV TNG
O1KOYEVELNG OTNV O10OTKAGTN AVTOAANYNG TPOCOTIKMV YOVIOLMUATIKMV 0EG0UEVOV Kl
ovykatdBeong, sivor Bépa cvlnmong. [lpémer Olo T pEAN TNG OWKOYEVELNG VO
EYKPIVOUV TN KOWYN YPNON KOl TOANCT KOW®MV YEVETIKOV KOl VYELOVOUK®OV
nAnpogopldv; Kot mpénet 6ot va emw@eAnBovv amd Tig HETOYES TOV {010V ATOUIKOV
Aoyaplaocpot; EmmAéov, n mapoy ypnUOTIK®OV KWVATPOV Umopel va €xel evpHtepo
avtikTuTo 0T PlotaTPiky £pevva KoL TNV OVTOAAYT OEGOUEVMV, VITOVOUEDOVTOS TNV
OATPOLIGTIKY) GLUUUETOYN otV €pgvva. Kdmolog pumopel va vrootpietl 6t 1 €pgvva
OV YPNUOTOOOTEITOL 0O TO dNUOCIO KOl OEV TPOCPEPEL OTKOVOUIKE KIVIITPOL LITOPEL va,
EMNPEACTEL APVNTIKA, MG OTOTEAEGIO EXLXEIPNUOTIKOV GTPATNYIKOV TPOGANYNG TOV

ayopdv dedopévav DNA 4L

H épevva ot HETOQPOCTIKY YOVISIOUATIKY amoltel OAO KOl TEPIGGOTEPO TNV
EMGTPOPT] TOV OTOUIKAOV ATOTEAEGUATOV GTOVG GUUUETEXOVTES KOl TOVG LTPOVG TOVG,
TPOKOADVTOG £TCL,  OKOUN TEPIOCOTEPO, TNV TOPAOOGLOKN TPOGEYYIGN Yo
ovykatdBeon. Otv ovotdoel mov  SEmMOVY TNV EMIOTPOPN UELOVOUEVOV
anotedecpdtov ocuvnbmg evbBuypappilovior pe TV EMOTPOPY] KMVIKGL EVEPYDV
amotehecpdtov. Tétolee mPotdoelg cvyvl emkpivovial Yoo TOV OTOKAEIGUO TNG
Kowdttog omd T cvlnnon. [HoAhoamAéc peléteg £xovv copmepdvel OTL | TAELOVOTNTA
Tov oovupeteyoviov Bo Nbeke vo udber mEPLGGOTEPOL YL TOL YEVETIKA TOLG
arotedéopota. EmumAéov, Ba MBelav vo amopoacicovv mown amoteAécpoto Oo
EMGTPUPOVY. AVTO TEPUTAEKEL TIG OOUES TANPOPOPTONG KO KOTAVONONG TNG EVIILEPNS
ovykatdBeong yioo GAAN o eopd Kot omontel Evay EmovOcYESOGUO TNG O1dIKAGTOG
ovyKatdOeonS, MGTE VO GUUTEPIAGPEL TIC EVIUEPOUEVEG EMAOYES TV GUUUETEXOVTI®V,
OGOV 0POPA TNV EMGTPOPT TOV EPUNVEVTIKOV OEOOUEVOV TOVG KOL TNV EKTOIOELON
TOVG GE OVTA TOL TOAD dVGKOAN Ko eEapeTikd evaicOnta Bpata. Ot TpokAncels 6TV
TPOGOPLOYY| TNG CLYKATAOESTG ONUOVPYNGOV L0 EVTAOT) LETOED TMOV VITOCTNPIKTMOV
TOV OVOLYTAOV OE00UEVOV KOl EKEIVOV OV vootnpilovv TN cvykatdbeon PETE amd
evNUEP®OT). O1 VTOGTNPIKTEG TV AVOIKTAOV 0£d0UEVAY BE@POVV, OAO Kol TEPICCOTEPO
TN GLYKOTAOECT EUMOOI0 GTN dNUIOLPYIKY Kot &ykaipn épgvva. Ymootnpilovv v

TANPN KATAPYNON TG GLYKATAOESNG Kal, GE OPICUEVEG TEPUTTAOGELS, PTAVOLY EMG KOl

441 Ahmed, “DNA Data Marketplace,” 3.
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vo vrootpiEovv kKadikov cuppetoync.*2 O apBudc Tov BecpikdVY Kot KuPepvnTikdv
Blotpameldv Kot To otoyevuéva pHeYEON eyypapng TV ocvyyxpovev Brotpameldv
av&avovrtal, divovtog TEPICCOTEPES EVKALPIES Y10 TO KOO VO CUUUETACYEL GE AVTEG.
[MopdAAnio pe oVTEG TIG EMEKTACEIS LWAPYOLV TIECELS Yoo TNV aOENCYT NG
OMOTEAECUOTIKOTNTAG OMOKTNONG EVNUEPOUEVNG ovyKoTAOeoNg, He TN ypnon
Bpoyvtepv evTHM®V GLYKATAOEGNC, TOV KAAVTTOLV £va EVPVTEPO TTESIO EPEVVAG KO
TEPAAUPEVOVY OAO KOl TEPIGGOTEPES OATAEELS Y10 TNV EXICTPOPT) TV ATOTEAEGUATMOV
™G €PELVOG N TOV KAMVIKOV YEVETIKOV OOKIUMV GTOVG GUUUETEYOVTEG. AEOOUEVOV
aUTOV TOV oAlOY®V, givar dvoyepng M a&loAdynon Ocov aeopd v emdpkeln
KOTOVONONG TNG YEVETIKNG OTO TOVG CUUUETEYOVTEC, TO EMIMEDO KATAVONGNG TOVS Y10
TO OVTIKEIUEVO TNG GLYKOTAOEONG Kot TIG EMOVUIEG TOVG VL EUTAEKOVTOL dLOLYPOVIKA

ko vo LapBévooy to aroteréopata e Protpamelog. 4

O yevikég a&leg, M amoGTOAN Kot 01 GTOYOL TNG TPOTEWVOUEVNG £pevvac, Oa mpenet
Vo KOWOTOWoLUVTOL 6TOoLG ocvppetéyovte. H ek véov ovykatdBeon mpémer va
EMOIOKETOL POVO OTav avtol ot otdyol aAAdlovv onuovtikd. O  unyaviopog
ovykatdBeong petatonilel eniong v ueact omd Tov HETPLIGUO TOL KvoOVov, GTO
petplacpo Tov Prapav. o mapdderypo, LTopovv va Stotefovv xprHaTo 6E ATOLLo TOV
oTNV TPAYLOTIKOTNTA VPioTavTot PAGPes, OTmg Bdpata dtakpicewy. Eva and ta kopla
EMYEPNUATA Y10 EVOL uMyovicpd cvykotdOeong mov Paciletar otnv aAAnAeyyom gival
Vo eyKATaAElYEL EVIEADG TN GVYKATAOESN GTNV TPEXOVCA LOPON TNG, KAONDS TIoTEVETOL
OTL TopeUTodilel TNV TPOOOO TNG EPEVVAG KO OTOTVYYAVEL VO WPEANGEL TV KOWV®VICL.
Qo1600, 1 eEAAEYN TNG OVAYKNG Y10 EVILEPOUEVT] GLVOIVEST €V HEG® TV TBOVOV
KWvOOV®V TOv GLVETAYovTal To LEYGAQ dedopéva, OeV givar KATL Tov pmopet va yivel
amodekTod ywpig onuocto culrtnon. EmmAéov, n afefardtra oyetikd pe to Tt Ba givan
og Béom va amokaAvyouy T 0£doUEVA Y10 TOVS GUUUETEXOVTEG 6TO LEAAOV (1dtaiTtepa
YEVETIKA Oedopéva), Kablotd afdcipuo to emyeipnuo ™ amodoyns KOGTovg yuo
Bonbewa mpog GArovg kan kabioTd To Atopa VTOAoYa Yo TO Papl QopTio avToH TOV

KOWmVIKOD oryado). 44

442 Dankar, “Informed Consent in Biomedical Research,” 469.

43 Andrew Schmanski et al., “Research Participant Understanding and Engagement in an Institutional,
Self-Consent Biobank Model,” Journal of Genetic Counseling 30 (September 2020) :257,
https://doi.org/10.1002/jgc4.1316

444 Dankar, “Informed Consent in Biomedical Research,” 471.
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Kepdharo 6. I'evetikd 160t ancvbeiog 6TOV KOTAVOAMT

Amotelel PEOAIOTIKT] TPOOTTIKY), OTO €yyVG UEAAOV, OTL M €EATOUIKELUEVN
TPIKn Ko to edppoko axpipeiag Ba eivor pior evoALaKTIK ETAOYN V1o TOAAOVG
acBeveig. Tlpdypatt pe v mpdodo oty Ta\TNTO KOl TNV YVAOOTN TNG TANPOVS
YOVIOLOHOTIKNG oAAnAovyiag Tov DNA kot yvdon g aAAnlovyiog GAA®V KAVIKOV
popiov kot pnyoviopmv (RNA, pebuiioon tov DNA k.&) ivor mBavov vo mpoxeiyovv
KOADTEPEG OLYVAOGELS KOL VO VTAPEOLY OMOTEAECUOTIKEG Oepameiec TPOGUPUOGUEVES
otov k@Oe acBevn. Avtn N eEEMEN Ba emmpedoet, eVAOYWS, TV eumopikn atio TV
dedopévmy. Atoua HE OLYKEKPUEVOVS YeveTkoOg deikteg Oa pmopovoav va
AVALYVOPLGTOVV €K TOV TPOTEPMV G OLVNTIKOL TEAATES PAPLOKEVTIKAOV ETUIPEUDY Y10
opopéva eappaka 1 Oepaneies. Kot evd ovtd 10 €160 TPOGAPLOGUEVIG, GTOXEVIEVNC
Oepanciog Oa propovoe vo PerTidcel To amoteAEcOTA Kot va, Tapateivel Tnv vym (o,
0o umopohioe MIONG VO GUVETAYETOL TV EMKEVIPOOT] TOV PUPLAK®OV KOl Oepameimv
angvbelog oTOV KATOVOA®TY, 10IOC 0 OYXEON HE TN LOKPOXPOVIL. TPOPLAAKTIKN
Oepamneia, OTmG edpproka yo ) Oeponeio acbeveidv mov oyetiCovran pe tov Tpdmo
Cong (vméptaom, vmepyoAnoTEPOAQion 1 ToyvoapKio) 1M YuYTPIKE QAPLOKO

(avTIKATAOMITTUCE 0y OAVTIKG Kot pApLLOko. Yo Statapay] EAAeynC Tposoync).*4

Eivor mapdvopo oe 0leg Tic molteie twv HITA vo ackeiton n wrpikn yopig v
avtiotoym adswa. H mpaxtikn g tatpiknig opiletat amd tn vopobesio Tov Kpdtoug Kot
ocuvvnNBwg meprhapufaver ™ JSdyvoon pog acBévelng 1 paG SVCAELTOVPYIKNG
KATAoTOONG, TNV aVvATTLEN £vOg oYediov Bepameing, 1/kot v mopoyn Bepameiog yio
o wtpikn voco 1 owatopoyn. Opiopéves 0L Taipeieg TPOSOTIKMOV OOKIUDV
YOVIOLOUOTOG  ayKOALALOUY avolytd £€va pOAO0 ¢ TOPOY®OV TANPOPOPIDV, TOL
npoopilovtar vo evnuepdoovy yia Oépata vyeioc. O 1ototomog Navigenocis, évag
ONUOVTIKOG KOTOGKEVAGTNG TPOCMIIKADV YEVETIKMV TECT OMEVOEING GTOV KATAVAAWMTY|
(DTC-PGT), dnrmoe 4Tt 6TOY0G TOV £ival Vo, LETAOMOEL YEVETIKEG TANPOPOPIES, TOV
Ba Bondncovv Ta dropa va BEATIOGOVY TNV VYELD TOVG, LEG® TNG TPOANYNG ACOEVELDV,

™G £€yKopng aviyvevong Toug Kol TV EMAOYDV VYEOVOULKNG TepiBaiyng, yio va

445 McGonigle and Shomron, “Privacy, Anonymity and Subjectivity,” 3.
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npoPodv oe efetdoelg ko vo PBonbnoel oty avokoivwon TOV OTOTEAECUATOV.
Qo1000, GAleg etaipeiec, ommg n 23andMe, gumopgbovtal T dokiu Tovg udvo Yo
EVNUEPMOTIKOVS GKOTOVS KOl TPOELOOTOIOVV TOVS KOTAVIAMTEG OTL Ol VANPEGIES TOVG

dev HmopovV VoL xpNG1omon0ovV Yo Adyoug Lysiog Kt acOivetag. 40

Ot yovidlopatikég SoKég amevbeiag 6ToV KATOVOA®MTY £XOVV [ TOPa)dON
wotopia mov Eekivnoe pv and mepimov 15 ypdvia. Ot teyvoroyieg Eemépacay ypryopa
To KAWIKG oTOtYEln, TOVG KAVOVIGHOVS Kot TOLG NOkovS AOYoVS, HE OmOTEAEGLLO VO
VILAPYOVV OVIOLYIEG OYETIKA LE TO TTOlEG TANPOPOpieg O mpémel va emTpémeTan va,
LopBEVOLY 01 KATAVOAOTEC YmPic kabodynon amd emayyedporics wrpovc.*” Meydhec
KoL VEOEUPOVILOUEVES ETALPEIES YEVETIKMY SOKIUMV omeVOEinG 6TOV KATAVAAMTY, OTIMG
n Ancestry, n 23andMe, n LunaDNA ko1 Nebula Genomics a&lomoincav to gvpipoto
tov Human Genome Project, mpoc@épovtag VAnpecieg YEVETIKOV TECT OTOVG
KATavVaA®TES, Yopic v mapépupaot e€edkevpévon kKAvikoy wtpod. H yovidiopatikn
wTptkn wOeital amd TIC SLVAUELS TG AYOpdc, HE TNV TPoceopd Kot Tn {ftnon
YEVETIKAOV TEGT, TOV 0OTYOVLVTOL OO TIG ETALPEIEG YEVETIKMV SOKIUDYV, amevdeing Tpog
T0VC KaTaVOAOTEC.H8 AALG, Kkabhdc Ta dropa apyilovy va cvAléyouy To dikd Tovg
dedopéva (XPNOLOTOIDVTOG GLGKEVES, OTMG EEVTVAL POAGYLOL Y10l TOPAKOAOVONGT TNG
kapdlokng Aettovpyiog, 1 e&étaon DNA/vanpeoieg adiniodynong oAOKANPOL Tov
YOVIOI®HOTOG), emBopodv va dovv to amoteléopato va  gpapudloviol oTnv
KkaOnuepvn toug Lon. Avotuydg avtol ot THmot dedopévev dev EOEvoLY TOTE GTOVG
emayyeApatieg g tpmtofadog mepifaiyng, KabdS eV LILAPYOLV UNYAVIGHOTL Yo TV
amof1KeLOT TV dEOOUEV®VY TOL GUAAEYEL O lGOEVTG KOt OEV LITAPYEL GOGTILLA Y10l TNV

TpoPoAN, TNV epunVeia Kot THY KOWH ¥p1on avTtdv Tov dedopévov. 44

Emumiéov, n SuvatdtnTa yvmONG TV YEVETIKOV YOPAKTNPIGTIKAOV Y10 TO, 0ol
ot &€etdioelg, TOpa, eivol €PIKTEC, He OAO KOl UIKPOTEPO KOGTOG GTO O1adiKTLO,
onuovpyel Padiéc mBwéc mpoxinoels. Onwg potodv or Kung wor Wu, av

OVOKOADWYOVLE OPIGUEVOVS YEVETIKOVS TAPAYOVTEG KIVOUVOL OTIS 0KOoAovBieg Tov

448 Amy L. McGuire and Wylie Burke, “Health System Implications of Direct-To-Consumer Personal
Genome Testing,” Public Health Genomics 14, no. 1 (2011): 53, https://doi.org/10.1159/000321962
47 Duffy, “Precision Medicine,”; Jennifer K. Hockings et al. “Pharmacogenomics: An Evolving
Clinical Tool for Precision Medicine,” Cleveland Clinic Journal of Medicine 87, no. 2 (2020): 96,
https://doi.org/10.3949/ccjm.87a.19073

448 Sturrup, Rachele M, and Lu, “What Motivates the Sharing?,” 1.

49 Overkleeft., “Using Personal Genomic Data,” 3.
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YOVIOLOMOTOG oG £YOVLE EUEIS (1] O1 TAPOYOL VYEIOVOLUKNG TEPIBaAYMS) TV €VOVVN Vo
EVNUEPMGOVE TO. HEAN TNG OIKOYEVEWNG LOG TOL EVOEXETOL VAL £XOLV TAPOUOIOVS
YEVETIKOVG KvdOvovg, To oamdppnto €xel onupocio Kot Ol EMITOCES TOV VEOV
TEYVOLOYLDV VYELOG OTIG LEAAOVTIKES YEVIEG TPOKOAOVY GNUOVTIKEG OVI|OLYIES, LE TIG
omoieg T Atopa mpémel va EpBovv avtinéTona, evd N dbéoun kabodynon eivar
puikpn €mg avomapktn. Ot gvépyetec mov kdvovv ot avOpmmol Katd TV TA0NYN oY 6TO
YOPO TV SDESIUOV TPOGPOPAOV KOl GTO VO OTOPAUCICOVV Ol OKIUN TPETEL VOl
KAVOUV KOl 7Ol0L GUUTEPLPOPE TPEMEL VO, AKOAOLONGOVY ©€ Ul TPOSTAdE Vo
dltnpnoovy N va avENcovy TV vyeiol Tovg, eivarl Wiaitepa onUavTIKES. YTdpyovv
avéavopevee TPocsdokieg OTL To ATOUO, ®OC 1O0KTNTEG TV OEOOUEVMOV TOVG, Oa
AapPavouy HEAAOVTIKG EVNUEPOUEVEG ATOPAGELS, MG VIEVOVVOL OOYEPIOTES TNG
vyelag touc.®0 Avaddetar po yevid vEOoUOTATOV EMEPHOEMY, MOV TPOTEIVOLV
petald dAL®V, va Tapéyouy o€ KAOE TEAATY OTOKAEITTIKO EAEYYO TV SEOOUEVOV TOV.
AvTég o1 Aeydueveg «ayopég oedopévav DNAY poteivouv 61t o1 avBpwmotl propovv
va popdlovtot ta dESOUEVO TOVS Y10 SIAPOPES EPEVVEG, TOL 0dNYOVV GTNV avamTLEN
TPOIOVIOV, HE avTaAAaypo xpnuatikd Tocd 1 dAla kivintpa. Ilaporo mwov 1 dueon
POy KIVNTP®V GE ATOUA YLl TNV EUTAOKT] TOLG GTNV OVTOAAXYT YOVIOIU®ULOTIKMV
dedopévev pmopel vo eatvetar enmeeAng, avtd £xet Bempnbel wg éva  evaicnrto
{RTNUa, TOL TPOGEAKDEL TOAAT TPOGOYY| GTOV TOUED THG EPELVNTIKNG deovToloyiag. 4o
Tpewg veoobvotatec etaupeieg, ov Nebula Genomics, LunaDNA «ot EncrypGen,
EMTPEMOVLY OTAL ATOHO VO LolpdlovTol To YOVIOLOUATIKG TOVG OedOUEVA Kol GALES
TPOCMOTIKES TANPOPOPIEG OYETIKES LE TNV VYElo TOLg Kot vo. Aapfdvovy dtdpopa

YPNHOTIKG TOGE ¢ avTéAlorypLo. 452

H Nebula Genomics oyedialer vo avorpéyel tov ocvvnbicpévo Tpomo
1010KTNG10G TOV YOVIOLO LATIKOV TANPOPOPLDV, VITOSTNPILOVTAG OTL TO TPEXOV GUGTILLOL
nov gpapuolovv ot etarpeieg DTC gival moAd motepvaAloTikd Kot 1 (1o oTOYEVEL GTN
onuovpyio pog SadIKTLOKNG ayopds Omov, 6601 GLVALVOVV GTO VO LOPASTOOV TIG
YEVETIKEG TOLG TANpoopies, Ba &yovv 1 duvatdmra va Kepdicovv omd 1o
kpurtovopopa mov ovopdleton Nebula Token. Xty ayopd Nebula ta dtopa 6o

UTOPOVV VO AITOKTHGOLV KOl VAL AtoOnKELGOVV T1) 1K1 TOVS YOVISI®OUOTIKY] dAANAOLYiN

4%0 Fiske, Prainsack, and Buyx, “Data Work: Meaning-Making,” 3.
451 Ahmed, and Shabani, “DNA Data Marketplace: An Analysis,” 4.
452 Ahmed, and Shabani, “DNA Data Marketplace: An Analysis,” 1.
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anevbeiag, and o Nebula Genomics, pog 101wTIKAG etaupeiog yovidtopotiknig. To
SLOOIKTLOKO ETMYEPNUATIKO HOVTEAO TTPOPAETEL OTL O1 ETOUPEIEG KO Ol EPELVITIKOL
opyavicpot Ba givar TpdBv ot va TANPOCOVV Yo TO KOGTOG TNG YEVETIKNG 0AANAovyiog
He ovtaAlaypo, TV Tapoy] TpoécPacns oe Pacikég 1aTpKéG TANPOQOpieg TV
eumiekopevov otopmyv. o 10 okomd avtd, €xel oxedlotel pon TAATEOpUO
«blockchainy, dote vo, emTpEnel 6TOVE TELATEG VO ETMAEYOVV UE TOLOV TPOTO BEAOVV

V0L KOWVOTTO100V T SESOLEVEA TOVC Kot VoL amolnLdvovToL yio, antd. >

H EncrypGen givarl g veoovototn etaipeio, Tov GTOXEVEL OTN TPOGEAKLON
TOAMTAOV KOl 0YOPOUCTMOV YOVISIOUATIKOV OEOOUEVMV GE U0 TAATOEOPLLOL KO ETIOLOKEL
va AVGEL To TPOPANUa TG dtatipnong tov dedopuévav DNA tov tedatodv amd etaipeieg
DTC pe okond m petandinon oe etarpeieg Epgvvag ko avantvéng. To EncryGen
Gene-Chain Data Marketplace cuvdéel pepovopévoug katdyovg dedopévav DNA pe
ayOpaGTEG OEGOUEVMV KOl TAPOYOVG GAAMY VINPECIOV TOV GYETILOVTOL [LE TNV OryOPdL.
Emdinén tov gival va dmceEL T duvaTdOTNTO GTOVS YPNOTEG VO OTobnKevovY Kot va
apeifovral yio To YEVETIKA TOVG OEGOUEVA, KOIVOTOIMVTAG TO GE OGOVG EVOLOPEPOVTOL
VO OITOKTGOVY YEVETIKA OEOOUEVE, OTMG EPEVVNTEG KOl POPUOKEVLTIKES ETOIPEIEG.
Yopeova pe v EncrypGen, ta dtopa kaAobviol va GUVEIGQEPOVY dedopéva: GV
yvopilate to DNA cog Ba pmopovoate vo  avePAcete TO0 akATEPYOOSTO OpyeEio
dedopévov DNA coag kot vo dnupovpynoete éva mpogil Gene-Chain topa. H
EncrypGen ot cuvéyeia enefepyaletanr 10 axatépyacsto apyeio dedopévov DNA
apapdvtag To ovoua, to email ko Gliec evaioBnteg nTAnpoopieg. Ot ayopaoTéc
dedopévav DNA avalntovv npogil Gene-Chain mov givat katdAAnia yio ta Epyo Tovg

Ko oyopalovy amoKmIKOTOMuUEVO YoVISIopOTIKG dedopéva pe Stoucpiricé DNA. 4

H LunaDNA givor pio mAatedppa mov avikel oty kowvotra. H LunaDNA
TPOGPEPEL LETOYES TNG ETOPELNG GE OLDTES, Y10, TI] CLVEIGPOPA TV dedopévav DNA
TOVG, KOOMDC Kot Yo TN HETOPOPTMON TAOV 1ATPIKAOV OVOPOPOV TOVG KOl TOV
dpaCTNPOTHTOV VYEING 6TOV TPOTO (mNG. AVTEG Ol LETOYXEG TAPEXOVY GTA LEAT TN
duVaTOTNTO GLUUETOYNG OTa KEPON OV TposKopuilovtat amd TV 1TPIKN EPEVLVA KOt
avamtoén. Orypnortec, Bewpntikd, AapPAvouV S1opOPETIKE TULLOTO LETOYMV, AVOAOYOL

He ta 0edopéEva Tov TapEyovy. o mapaderypa, e6v Evag ypnotng dwpicel GTOYELUEVA

453 Ahmed, and Shabani, “DNA Data Marketplace: An Analysis,” 2.
454 Ahmed, and Shabani, “DNA Data Marketplace: An Analysis,” 2.
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yoviora DNA, 0o AdPet 10 pepida, aArd, edv vTofaiiel OAOKANPO TO YOVIOI®UO TOV
DNA, 6a Adfet 300 pepidwa. H LunaDNA vrootpiletar amd teyvoroyio blockchain
KOl TOPEXEL GLUYKEVIPOTIKA OEOOUEVO OE €PELVNTEG, WHE TN OLYKOTAOEoN TV

EUTAEKOPEVOV aTOUMY.

AVTEC 01 0ALOYEG AVOSIOHOPPDVOLV TO TAPASOGLOKE Opla HETAED acBevoNG,
CUULETEYOVTO OTNV  £PELVO KO KOTOVOAMTY, U EWOIKAOV KOl EWOIKOV GTNV 0TPIKY
€PEVVa. Ko KAVIKY] TPOKTIKT Kol LETOED TOV ONUOGIOV Kol TOV 01Tk Topén. NEEC
EQUPUOYES TEXVOAOYLDV, VEEC KOATNYOPIEC TAPOY®V VINPECIOV KOl YPNOTOV,
ApPIGPNTOOV TIC LTAPYOVCEG LEYPL TOPO KATNYOPIES, TAPOVGIALOVTOG VEEG EVKALPIES
Kot Kwvovvoug. H avénuévn aviodiaynq TPOCOTIK®OV 10TPIKOV Kol BloAoyiK®v
TANPOPOPLOV Kot 1| OAOEVA KOl LEYaAVTEPT O1eBVN g peTtakivnon dedopévav, yeipovy
ntuata omoppnitov kot oceoieiog, oAAG apeofnrodv emiong v emdpkeln
TApodOCLaK®V dedopUEVeOV peydAng kKAipakos kot faciloviar o€ evpeio cuvaiveon yio
YPNON KOl ETAVOYPNOLLOTOINGT OESOUEVAOV Y10 TOAAATAOVG GKOTOVS. AvTti 1 10éa
Tpokalel TIG KaOIEPOUEVES AVTIMYELS TNG £VVOLOG TNG EVNUEP®UEVNG cLYKATAOEGNS
Kot avébvel v mbovotnto vo vrovopevBodv or aleg mov avt) eSvmnperted.
[Mopopoimg, or maykodces poég dedopévov emavanposdiopilovv emiong to vonuo
GAAOV TOPASOGLOKAOV HOPP®V TPOCTAGIOS TOV OEOOUEVOV TOV OTOHOV, OT®S TO
dwaiopa vravaydpnong awd  Epevva. [loieg etvat o1 eMmTOGELS L TOV TOV OAAXY DV
OTNV EUTIGTOCLVN TOL KOowoL otnv €pevva; Kot vmbpyer mavia o kivovuvog, 1
av&ovopevn eotiaon o PEPOVOUEVES PLOAOYIKES ouTieg @G KOPLEG 1 Kot LOVOOIKEG
outieg pog acfévelang, vo EMGKIAGEL TIG TPOSTADEIEG AVTILETMOMTIONG TEPPUAAOVTIKDV

KOl KOWOVIK®V, KAOOPIGTIKOY HEPIKES POPES, TAPUYOVTIMY TNG VOG0, 4%

Opén

Me v élevon G EMGTAUNG TOV OES0UEVOV KOl TOV HEYOA®MV dedoUEVOV I

emoTNUOVIKY] pnéEBodog Exetl eEeMybel, doTE Vo EMTPENEL TEPIGCOTEPES TPOGEYYIGELS,

4% Ahmed, and Shabani, “DNA Data Marketplace: An Analysis,” 2.
456 Morrison, Dickenson, and Lee, “Introduction to the Article Collection,” 3.
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Baciopéveg ota dedopéva. Tnv televtaion OekOETiO, M YEVETIKN €pevva €iye ©TO
EMIKEVTPO Ta deSOUEVO, UE TNV El0OY®YN GONVITEP®Y, VYNANG ATdO0GNG TEYVIKDV,
TAPEXOVTAG PEOAICTIKEG gukapies Yoo T ocvumepiinym aiiniovyiog DNA oty
npoToPadia Kot devtepofdOuia Epovtida, WPl CULYKEKPUYEVY EMIGTNUOVIKY
vdOeon. Zoyvd to dropo emAEYovV vor ayopdlovy eUTOpIKEG vnpecieg e€ETaong
aAAnAovyiag Kol vo ONUIovpyoldv tao. S1kd Tovg dedouéva. AVTEC Ol TEPACTIEG Kt
aLEOVOLEVES GLAAOYEC PLOTATPIKMV GEGOUEVMV UTOPOVY VAL ATTOTELEGOVY KPIGILO TOPO
YO TNV EMOTNUOVIKY] €peuva, &dv Olo@aAlotel 1 modtnta. Kot To OeSOUEVAL
cvAAéyovrat yopic pokatddnyn.**’ H un kepdookomikh mhatedppa DNALand koel
TOVG YPNOTEG TNG VO OVERAGOVV T YOVISIMUATIKG TOLG OEGOUEVA, TPOKEUEVOL VoL
EMTPEYOVYV GTOVG EMIGTNUOVEG VO KAVOLV VEEC AVOKOADYELS kol vo  pdbovv
TEPIGOTEPQ Y10 TO YoVidimpéd Tovg.**® Ot mnBuspol mov &xovv voPdier 0elovTIKG
to ogdopéva toug Ba pmopovoov gdKoAa vo yivouv duvvnrtikol meldteg o€
QOPUOKEVTIKEG £TOUPElES KOl MG €K TOVTOL pmopel va BElovv va meplopicovv TNV
TpOcPacn Tov EYOVV GAAOL TAPAYOVTEG GTO YEVETIKA TOVG OE00UEVO. ATTO TNV GAAN
mlevpd, ©G @opelg TOAT®Y dedopévayv, umopel emiong va  emBopovv  va
en®PEAN 000V and avtd. MEow TG KOWNG YPNONG TOV YEVETIKOV OEOOUEVAOV TOVS LIE
OCQOAOTIKES €TOUPELES, Yoo Tapddetypa, To dtopa Ba UropovcaV EVIEXOUEVMS VO
®@eANBovV amd v TavOuUNoT ToVg 6€ Katnyopio YopUnAoD Kvddvoy Y10 OPIGUEVES

KOTAGTAGELS Kol VO, OQEAN00VY amtd £val younAdTEPO 0GPAAMSTPO.*>°

Otav kdmwolog vroPAnbel oe o yEVETIKY SOKIUY UTOPEL TO ATOTEAEGLOTO TOV
eEETACEDV TOV VO TO LETOPOPTMCEL GE EVAV 1IGTOTOTO-TAUTPOPLLO, 1) OTTOL0L TOL TAPEYEL
TANPOPOPIES YIOL TNV KOTAY®YT TOL, OlvOovTtdc TOL TN OvvatdTNTA Vo ovolNTNoEL
mBovoS cLYYEVELS, 1] VO TOL TTapEYEL TANPOPOPIES Yo TOVEG peALovTikEG VOooug. Ot
KOTOVOIA®TEG 00YOAOVVTOL OO KOl TEPIGGOTEPO LLE TIG YOVIOLOUATIKEG SOKIUES Yo VoL
puéBouvv 1 va TpoPAEYOLY TNV KATAGTACT TNG VYEINS TOVG, TNV KOTAY®YT) TOLS KOl GALN
TPOSOTIKA dedopéva VYElRG Kot Pmopovy va €xovv TpOcPaocT] GE YOVISIMUOTIKES
QOKIUEG KOl OTIC VEEG KAMVIKEG YPNOELG TPOANTTIKNG WUTPIKNG LEG® YOVISUDUATOS, VAL
Téco oTIyun Kot Yopig T HECOAAPNON KATO10V E101KOV At TOV 10TPIKO YDPO, LEGH

tov etapeldv DTC-PGT. Ta avéavopeva enimedo evUEP®ONG TOV KATOVIADTMOV, GE

47 Overkleeft., “Using Personal Genomic Data,” 4.
458 K rutzinna and Floridi, “The Ethics of Medical Data,” 4-5.
5% McGonigle and Shomron, “Privacy, Anonymity and Subjectivity,” 3.
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oLVVOLACUO HE TNV ToElD AvATTLEN TNG YOVIOLOUOTIKNG LTPIKTG, VTOONAMVOLY OTL 01
KOTOVOAWMTES EITE TOPAKIVOOVTOL, EITE EUTVEOVTOL VO, VOKAADTTTOVV, VO YPT|GLLOTOI00V
Kot Vo, Lo1palovTol T oKATEPYUSTH YOVIOLOUATIKE dEdOoUEVA, OTAV AVTE UTOPOVV VO,
a&lomomBovv, pe tpdémovg mov e&umnpeTovV TNV LYEl KOl TOLG GTOXOLG TOLG M
Kavomolohv TV TEPIEPYELR N TIG Temodnoelg tovg. H papuaxevtikn Propmyavia, ot
EMOyyEAUATIEC TNG ONUOCLAG VYEING KO Ol TAPOYOL VYEWOVOUIKNG TTEPiBaiymg, Exovv
eniong kivnTpo va ¥pNoomoohy Kot vo Hotpalovtol YOVISIOUATIKEG TAPOPOPIES,
Wuitepa OTOV QVTEC UTOPOVV VO GLYKEVTP®OOVV 1 VoL GLVOLAGTOVV LE POLVOTLTTIKA
dedopéva Epevvag Yo TV vyeio Kot 0gd0UEVO TOV SNUIOLPYOHVTOL GE GUVONKEG
TPAYHOTIKOD KOGV %0 Ao Vv dmoyn Tov KaTaveA®TdV Tov ETBVLOVY Vo EXOVV
OKOVOLKS OQEAOG OTTd TOL TPOCHOTIKA TOVS OEGOUEVO MGTOCO, TPEMEL VO, GNUELDDEL OTL
TO0 KOWO TANPOVEL SIGEKOTOUULPLO. OOAGPLO € €TNOLO ACPUALGTAPL. GLUPOALO
vyelag, emrpénovtag €Tot 6TIG eTaLpeieg va Yivouv OolkovoulKol KOAoGoot, e peydan
Kowovikn emppon. Eival avapeofnmra nbikn vroyxpémon tov €TOPEWOV v
EMOTPEPOLV KATL 6TV KOWOTNTO, {6MG VIooTNPilovtas TPOTOPOVAIES AvTOAANYNG
dedopévmv. Avtd Ba pumopovcse va  Bewpnbel 1600 wg éva Pua yoo TV TPOANYM
acleveldv, mote vo Pondnoet oty aviyvevon Ttovg vopic, 0G0 KOl Yo TNV
Katnyoplonoinon acBevdv  mov  KwduvedOLY  MGTE VO LIAPEEL  EMYUEANG
TOPaKOA0VLON O TG VYELNG TOVG. ZTNV TPAYUATIKOTNTO, LK OCPAAIGTIKY| ETOPEIN O
Noto Appikn kot to Hvopévo Bacilelo éxave tnv mpotomoploky Kivnon Ko dpyioe
VO TPOGPEPEL EMOOTOVUEVES YEVETIKEG EEETAGELS GTOVG OVTIGVUPBAALOIEVOLGS, OpKEL VOl
emAéEovy va AdPovv gvepyég amopdoels, mov pmopovv va avafdrovv v mlovn
acBévela. Avtoc umopel va givar €vag TpOTOg TOL Ol OGPOMOTIKEG ETALPEIES KOt Ot
TEAATEG TOLG UITOPOVV V. apyicovV va cuvepydlovion 6to HEAAOV Yo TN PeATion TV

OMOTEAEGHATMV TNG avOpOTIVIG VYElag Kot T peimon Tov Kivduvey acheveidy. 6

Xe YEVIKEC YPOUUES, Ol OAAAYEG TTOL TPOKOAOVVTIOL Omd TNV embupio va
emroyvvOel n petdepaon g épevvag o€ véeg Bepameiec, £xovv emiong £va otoryeio
amo KaTo (amd toug 0oBevels) mpog ta TAve (TPog Tovg peLVNTEG), TOL KaBodnyeiton
and 115 mpoomdbeleg TV acHeEvOV KOl TOV TOMTOV Tov £Youv KiviTpo va

eEAoPUAIoOVV PEATIOCELS GTNV VYELOVOULKT] TOVG TepiBaiyn. 'Eva ototyeio avtig g

460 Sturrup, Rachele M, and Lu, “What Motivates the Sharing?,” 2.
461 McGonigle and Shomron, “Privacy, Anonymity and Subjectivity,” 3.
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GUUUETOYIKNG GTPOPNC OTN LETAPPOOT OVTIKATOTTPILETO TNV AVOJO0 VEOV YNPLOKDOV
TAOTQOPUDV Omov o1 acbevel pmopovv va polpalovtol eumelpiec kot dedouéva,
CLUTEPIAAUPAVOUEV®V TV YOVISIOUOTIKOV TOVG dedopévav, Omwg to PatientsLikeMe
Kot M TAOT@OpUa Yo T décpevon dhwv pe vrevbuvotmta (PEER) mov avartiydnkov

amd TN YEVETIKY Opada acOevdv coppayiog.t6?

Kivouvot

"Eva Baocikd otoryeio mov amattel mpocoyn eival o KOmviKOg Adyog Yup® amd
M yovidtwpatikn. Enl tov mapdvrog avtd onpaivel 6Tt givon £viovo VIETEPUIVIGTIKOG
Kot €vOoLCLOONG Yoo TO OQEAN TV YOVIOLOK®MV OOKIUAMV, OLOKIVOLVEDOVTOS VO
Onpovpynoet éva yacpo Letalld mPocooKing Kol TPOYUOTIKOTNTOS Y10, TOL (TOLO TOV
vrofailovion e yevetikég eetdoels. Ta yevetikd amoteAéspata eivon mepimioka,
anpoPrenta, N e€aptdvior oe peydao Poabud oamd to mepPdArov, oAAd avti M
TAnpoeopia cuyva dev emonuaiverol 66o Ba Enpemne. Avto to {NTnpa emtteiveton icwg
Kot omd TN SWENUICT TOV ETUPELDY YEVETIKOV OOKIU®OV omevbelag mpog Toug
KOTOVOAWMTEG, Ol OTOIEG £YOLV OKOVOMIKO KIVIITPO VO TOAPOVGIACOVV TIC YEVETIKEG
JOKIEG WG capeic, akplPelg Kol Pe HEYOAN TPOYVOGTIKY 0Ei0, IKOVES VO LETOPEPOVY

af16mioTeg mANpoopieg.#6®

2NV TPOYUATIKOTNTO, TO OTOTEAEGLOTO TMV YEVETIKOV OOKILADV GLUYVE OgvV
eaivetal vo aAlalovv Tic Thavotnteg mpoPAeyng pog voocov. H a&ia tov egtdoemv
o€ OTL 0QOPA TO. TOAVYOVIOLOKA VOOT|LLATA, EVA BonBovdv 6TV KOTAVON O TOV OLTUDV
pog vosou dgv umopovv va TpoPAEYOLY TNV EUEAVIONG THG VOGOV, LELOVOVTAG £TGL
v mpoyveoTiky] tovg atio. Ta ototyeia delyvovv emiong O0tt, pe v aviavouevn
YVOOT 6€ aVTA To CNTHROTO, 01 AvOp®ITOL TEIVOVV VO KAVOLV TTO GLUVTNPNTIKEG ETAOYEG
oXETIKA pe 1o TL Bo NBerav va kowvomomBel amd v aAiniovyic ToV YOVIOIOUATOC
touG. H avtiinym yio v aéio Tov YoVISIOHOTIKGOV TANPOQOpLOV Umopel vo, petwet

0G0 0oYOAOVUOCTE LE TO avTikeipevo. Qotdc0, KAmoleg Epguveg delyvouv OTL ToAlol

462 Morrison, Dickenson, and Lee, “Introduction to the Article Collection,” 2.
463 Horton and Lucassen, “Consent and Autonomy in the Genomics,” 89.
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avBpwmot ekppalovv évtovn embopio va Aafouvv akdun Ko affEforo evprraTo amod Tic
yovidropotikée e€etaoelc. H ovlnmon yu 1o KatdAAnio opla, 0G0 a@opd oTtnv
EMKOVOVIO TOV YOVISIOUATIKOV TANPOQOPLOV, aroTtedel cuveyn mpdkinon. [lpénet va
OVTILETOMIGTEL 1| OVGIUCTIKT ACLULPEOVIO LETAED OLTMV TTOL TPAYLLOTL 1] YOVISIMUOTIKNY
Umopel va HOG TPOCEEPEL KOl TNG OPNUIoNG 7Tov Onuovpyel afdoiueg Kot

vrepPolkéC Tpoodokisc. 44

Ot avTumapaBECELS GYETIKA LLE TN (PO, TV ATOOKELOT KO TNV KO1vOoToinom
dedopévav, amekovilovv To onUavTIKG NOKE EpOTANATO TOV TPOKVTTOLY, OTAV 1
GLALOYT] OEQOUEVMV KOt O avOoADGELS papuolovTot Yo véoug okomovg. [Tapadetypota
a@OPOvV TNV (VOO0 TMV YEVETIKMOV OOKIU®V amevbeiag Tpog Tov KOTOVOAMT Yo
acBévelec Onmc o Kapkivoc. Mo mepintwon, mov avaeépdnke TpOcEOTU 6TO ONUOGLO
paddpmvo towv HIIA, agopodce pio avac@IAGTN, OUEPIKAVIKNG VLANKOOTNTOG
yovaiko, 1 oroia avnovyovoe yuo v mbavotta vo ovoartuéetl kopkivo Tov pactoD.
A@o¥ didfooce To AMOTEAEGLOTO TV YEVETIKOV TG e&gtdoemv amd tnv 23andMe, n
yovaika mopadsyOnke 0Tt aucBovotTay MyOTEPO EMTAKTIKY TNV AVAYKN VO TPOYMPNGEL
o€ eMmAEOV €EETACELS 1] HOOTOYPOQieS amd Tov yotpo tG. Ot yevetiotés pofovvtat
Ot KTl TéTo10 OO SNUIOVPYNGEL TPOPANLLATA Y10L ATOLN TOV PEPOVY TAPAUAAAYES TOV
OgV avveEDOVTOL QIO TECT TOL OO0 TPOGPEPOVTOL A0 EUTOPIKEG TINYES, 1] Y0 OGOVG
Aappévovy cuvorTikéG GUUPOVAEG 0md Atopa Y®PIc KaTdAANAN exmaidevon mbavov

0dNYDOVTAG 58 KMVIKH eKORA0GT VOGO 6T0 pEAAOV. 60

Tao Tpoc®TUKA YOVIOLOHOTIKA dEd0EVA Kot Ta dedoUEVE VYELag etvat ToADTILOL
nopot, TOCO Yoo £PELVO TTOVL YPNUATOdOTEITAL amd TO KOWO, OGO KOl Yol TOLG
KEPOOGKOTKOVS POPEIS TOVL AGYOAOVVTOL LE TNV AVATTLEN VEOV QApUIK®V, BEpOmEldV
Kot dyveooTikov eetdoswv. TIpokeévou va €xovv TpocPacn o€ peydio cuvora
dedoUEVOV, 01 POPULOKEVTIKESG ETALPEIEG Kot 01 eTaupeieg Proteyvoroyiag cvvepydlovtal
HE SNUOGIOVE Kot IO1MTIKOVS POPELS, OTMG ETALPEIES YEVETIKAOV OOKIL®V omevdeiog Tpog
tovg katavorotég (DTC), yw va ayopdoovv Pacelg dedoUEVOV, TOL TEPLEXOLV
dedopéva vyeiag Kot YOVIOIWUOTIKG OEO0UEVE, GLAAEYHEVO OO KATOVOAMTEG Kot

e0ehovTég epsvvdy.*% TToALd epOTAATA TPOKHTTOLY GYETIKA. Lie TO Tt O TEPIPEVAY O

464 Horton and Lucassen, “Consent and Autonomy in the Genomics,” 89.
465 Fiske, Prainsack, and Buyx, “Data Work: Meaning-Making,” 2.
466 Ahmed, and Shabani, “DNA Data Marketplace: An Analysis,” 4.
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katovorotég DTC-PGT va pdbovv amd ) yevetikn Toug tavtdtnra, v o eetdoovy
TAMP®G TOV TOAVO OVTIKTUTO 1) KOl TIG GUVENELEG TNG OEGEVONG TOVG OTIS ETOPELIES
YEVETIKOV SOKIUADV GUECOV TPOG TOV KATAVOAMTY Kot €6v Bempolv v Kown xpnon
YOVIOIOHOTIK®V SEGOUEVMV MG TPOCHOTIKN 1 KOWVOVIKY] Em€vovon. ['a mapdoetypa tmg
a&loAoyodv 060l AapPavouv YeveTikég €EETAGEIC amd €Toupieg TNV mTOWOTNTO TV
OMOTEAECUATMOV TOV LTOONAMVOLY VYNAO Kivouvo yua po aviotn acOévela; Emmiéov,
EVOLPEPOVTOL  TPOUYUOTIKG Ol  KOTOVOAMTEG VO GLUVOWOLV HE TIG ETOPELES
emyelpnuaTiKés  cvvepyaociec;.*®’ Ot cvppetéyoviec omv épsvva Bo mpémet va
yvopilovv 0Tt £xouV dKaima Vo arocVPoLV EAEVLOEP TN GVYKATAOEGT TOVG OVA TAGH
OTLYUN KATA TN SAPKELX TNG EPELVOG KO Va. KaTayyeihovv 0EAOVTIKA TN CLUUUETOYN
TOVG GTNV £PELVA, YOPIC VO TOPEXOLY OTTapaitnTO AOYOLS, OAAG 1] TTOPOYN OLKOVOLUK®DV
KIVATPOV GE€ GTOUA Y10, KOV XPNOT| T®V YOVISIOUATIKOV dedopévav Toug o pmopodoe
VO ATOTEAEGEL EUTOSIO GTNV ATOGLPGT] TG GVYKATAOEONS. ZVYKEKPYEVA, TPOKVTTOVV
EPOTNLLOTO CYETIKA LLE TO OV TO. ATOLO LTOPOVV VO ATOGVPOVV T GLYKATAOEST] TOVG,
a@o¥ AaPovv d1dpopa €101 OIKOVOUIK®Y KIVATPOV, OTMOC UAPKES, LETOXES, N OWPEAV
aAAnAovyia. H dtadikacio amdcvupong Oa propovoe va eivor ToAd mio mepimiokn dtav
T0. dropa Exovv MoM emtpEyel TNV TPOSPAcT) GTU OEOOUEVE TOVG, GE OVTAALAY L V10!
dwpedv aAAniovyio. TOL YOVIOLOUATOS TOLG, omd evolapeplueveg etaupeiec. [a
Tapadelypa, 1 ToMtikn cvykatddeong te LUunaDNA evnuepdvet toug acbeveic 6t H
ocvveyng ovykatdbeon cog ywo t ypron tv Kowdypnotwv Asdopévov amd
LunaDNA amotteitor yuo tn cuveillOLEVN KATOYN OTOW®VONTOTE LEPLOIMV TOV £XO0VV
ekd00el og £60C, 68 OYEON LE TN CLUVEIGPOPE OVTMOV TOV KOWOXPNOTMOV SEGOUEVMV.
Edv emiélete va exkabopioete ta kotvOypnota 0£00UEVA Yo To. Omoio EKOOOM KV
petoyég wioktnoiag e LunaDNA, n LunaDNA Ba eEapyvpdoet avtég Tic LETOYEG Kot
umopet emiong vo emAEEEL VoL OKVPAOGCEL OPICUEVES OAAEG LLETOYEG TTOV EVOEXETAL VO,
&xouv gxdobel oe eodc. Eqv avakaiécete 1n ocvykatdfeor| cag 1 dypayete tov
hoyaplaopd cog, 1 LunaDNA Oa eEapyvpdcel Oheg Tic peToxEg mov €kOOONKOYV GE
£06C.*8 Yrapyovv PeAETeC CUUIETEXOVIMV TOV amOKOAOTTOVY OTL o1 Pacikoi Adyor,
Tov TOLG MBOVV VO GUUUETEXOVV GE £PEVLVEC TOV TOPOYM®V LANPECIHOV KOl GTNV

KOWOTO{NOT) 0E00UEVOV Y10 EPEVVNTIKOVG GKOTTOVG, EIvaL KUPIMG OATPOLISTIKA KiviTpaL

467 Sturrup, Rachele M, and Lu, “What Motivates the Sharing?,” 3.
468 Ahmed, and Shabani, “DNA Data Marketplace: An Analysis,” 3.
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Y10L GUULUETOYN OTNV EPELVA KOl 1| GLVEICPOPE GTNV TPO0OO TNG EMGTHUNG. Q6TdGO0,
OPLOLLEVOL GUUUETEXOVTES £XOVV OVTIANPOEL TNV KEPOOGKOTIKN GPUCT) TNG KOVNG XPNONG
TOV OEOOUEVOV TMV CUUUETEXOVTOV 0O ETAUPEIES TOL ATELOVVOVTOL GTOV KATAVAAWMTY
(DTC). Zvykekpyiéva, dlvovtag ocvykatdbeon otnv €PELVO, Ol GLUUETEYOVTEG O
TPEMEL VO, ATOOEYTOVV OTL OEV AITOKTOVV OIKOLMUATO GTNV EPELVA, TO TPOTOVTIO 1) TO
KEPON OV TPAYLOTOTOLOVVTOL KOt EVOEYETAL Vo, GuvdEovTat pe To DNA tovg. Avtod
Oewpeitar Adko, 6TV SAMIGTAOVETOL GOPNG ACVUUETPIO GTNV KATOVOUT OPEAMV Kot
ovpeepOVTOV Tove. EmimAéov, dev vmootnpiletar TANp®G M evEPYOS CLUUUETOYN TOV
aTOU®V oTN dLyElPLoT TS KOVNG ¥PNoNG Kot TG TPOSPaonc ota d1kd ToOvg 0Ed0UEVA
YOVIOLOUOTIKNG Kot VYElOG ©0T0 TAOIGI0 TOV TPEYOVI®MV HOVIEA®V OVTOAAQYNG
dedopévmv. H onpacio avtod tov Bépatog avagépbnke tpdseata and tov Evpomnaio
Endén [pootaciog Aedopévov otn SNAmen tov 0Tt Ta dtopo O Tpémetl va Pmropovv
vao amo@acifovv €dv kol pe mowov Tpoémo Oo KOWOTOWGOLV TO TPOCMOTIKA TOVG
OTOUYELN, Y10 TOLOVG GKOTOVG, Y10 TOGO KapO, VO TOPaKOoA0VOOLV Kat va aro@acilovv

V0L TOL ATOGVPOVY HTaY TO £MOVOVV. 46

[Iépa amd 10 vo OvVOKOAOTTOUV TO YEVETIKA TOVG YOPOKTNPIGTIKO KOl TIG
TPOYPAPES OV oyeTilovTat Le TV LYElR, 01 KOTOVOAWMTES popalovtal emiong Tic
YOVISIOUOTIKEG TOVG TTANPOYopieg anevbeiog oe dnuooieg Pdoelg dedopévmv, 0TS T0
GEDMatch, yio va povv Brodoyikovg tovg cuyyeveic. Ot kivduvol mov oyetilovton pe
v ONUOcIa SoKivon YEVETIKOV TANPOQOPIOY GTO OdikTvo cvveyilovv va
OmOKOAOTTTOVTOL [E TNV TAPodo Tov Ypdvov, emmpedlovtag kol T GTOUO. OV
popaovral TG eV Ady® TANPOPOPIES KOl TO GVYYEVIKA TOLG TPOCMTOA, 0TS POIVETOL

otV mepintmon tov Gold State Killer.4°

H andlvt npoctacio g wWiwtikng {ong yivetar OA0 Kol To Un PEAAMOCTIKY,
0€ U0 ETOYN KOTA TNV Omoic Ot YEVETIKEG dOKIUES amevBeiag TPOg TOV KATAVOAMTN
(DTC) mpocpépoviar oto dradiktvo.*t O kivdvvol mpoc 1o mapdv paiveton va sivon
oA peyahdtepot amd 1o mhovo 0peLog Kot ypetaletor HEYOADTEPT EKTOIOELOT TOV
Kowov, N N dueon cvvepyacia pe 1o yorpd. Xta téAn Maiov, 1 etaipeio Yovidlakmv

dokiuadv amevbeiag otov katavolmt) 23andMe avakolvoce pe mepn@dvio Tnv

469 Ahmed, and Shabani, “DNA Data Marketplace: An Analysis,” 2.
470 Sturrup, Rachele M, and Lu, “What Motivates the Sharing?,” 2.
471 Knoppers, “Consent to 'personal’ genomics,” 416.
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EMIKEILEVT] QMOVOY] TOV TPAOTOV TNG OWAMUATOC gvpeotteyviag. H €pevva g
etarpeiog ywo ™ vooo tov Parkinson, n onoio ypnoyomoince dedopévo, amd ToANES
YMadeg meAdTec TG, odnynoe oe éva Simhopa gvpeotteyviog Yoo aAANAOLYIES
yovidiwv, Tov cuuPdArovv oe avénuévo kivouvo yia tn vocso kot Bo propovcav (ot
aAAnlovyieg) va ypnowomombovv yia v mpoPreyn ¢ mopeiog g H Anne
Wojcicki, cuvidputig g etoipeiog, mn omoia €dpevel oto Mountain View g
Koledpvia, Eypaye og pa avaptnon g 0Tt to dimAopa svpectteyviog 0o fonbovoe
va petakwvn et 1o £pyo amod Tig aKadNUATKEG ONUOGIEVGELS GTOV TPAYLOTIKO KOGHO, LE

mv TpdAnyn kat ) Oepomeio TG acbivelac.*?

Mepikoi meldrteg dpme fTav Aydtepo evbovoimdelc. H Holly Dunsworth, yuo
napadetypa, dnuocicvce €va oxOAo 0Vo pPéPEg apyoTEP, POTOVTAS €AV, OTAV
CLUUEOVNCOY HE TOVS OPOLG TOPOYNG VLANPECLOV Kot, OTav opydtepa KATOOL
CLYKOATOTEON KAV VAL GUUETAGYOVY GTNV EPEVVA, CLLLPAOVIOAV VAL XPNGLLOTONOEL avTn
N épeuva Yo KoToyLPpwon yovidiov. Aev pmop®, 6mwg Eypaye, vao. Bpw Tov 6po Tov

KOAOTTEL QT TN YPpHoN TOV Yovidiov pag.t’

INo va gipaote dikaiot, 01 6potL TaPOYNG VINPESIOV Eivar factkol vOg eYYpApoL
K0l TO £VTUTO GVYKATAOEoNG Elvat £V GUUTAYES KoL TPOGEKTIKE SLOTVTOUEVO KEIEVO,
oV gykpiveTon amd pia aveEdptnen emtpony avabempnong Kot tpocdtopilovat, pe
COPNVELD, Ol KIVOUVOL Kol To OQEAN OO T GLUUETOYN KOATOWOL GTNV £PEVLVA. XTO
éviumo ovykatafeong avaeepotav Ot €dv n 23andMe KaTOYLPMOOEL SIKAIDULOTOL
TVELLOTIKYG 1O10KTNGI0G KOl EUTOPEVIATOTOMGEL TPOIOVTA 1) LAINPECIES, AUECH T
éupeca, pe Paon to amoteAéoUATO QVTNAG TNG HEAETNG, Ol GUUUETEXOVTES dEV EXOVV
atloon arolnuioong. H ocvykatdBeon Oa umopovce va d00ei pe éva ypryopo KAIK,

OMMC OVTA TOL KAVEL KAVELC KOTA TV £yKaTdoTac £vOG Aoyiopkon. 474

To mapdaderypa avadewkvoet €va guplOtepo mPOPANUE otV €pguva Yo
avOpomovg. H evnuepopévn ocvvaiveorn cuyvd oev sivonr evnuepopévn. H tpoctacio
TOV GUUUETEYOVIOV NTAV TAVTO 00VcKoAO vo. emtevyfel. Opmg amodetkvieTan axoun
T OVGKOAN OTNV EMOYN TOV «UEYOA®V OedOUEVOVY, oty omoio ot Proiatpukol

EMGTLOVEG GUAAEYOLV TEPIGGOTEPES TANPOPOPIES Y10 TEPICTOTEPO ATOLO OO TTOTE.

472 Hayden, “Informed consent: a broken contract,” 312.
473 Hayden, “Informed consent: a broken contract,” 312.
474 Hayden, “Informed consent: a broken contract,” 312, 314.
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H ovloyn yevetikdv dedopévov mepthapfavetor mAEov o€ TOAAEG MEAETEC Kou Ol
ePELVNTEC Umopovy va e€dyouy O1dpopa otoryeion amd avtd To dedopéva, HE VEOUCS

TPOTOVC, OV oEAVOVTIL GVVEXDG. ™

Ot kpatikég vanpecieg, ol omoieg eivar LTEVHOLVEC YL TNV VYEIOVOUIKY
nepiBodlyn tov kdbe kpdtovg, sivor avaykaio va KotapTicovy dpeco VOpoOeTiKég
pLOUIcEIS Kot Vo, EKOMGOLY KatevbBuvinpleg ypaupés, e Baon ta d1ebvn mpdtuma,
OYETIKA LLE TN QOPLOKOYOVIOIWUOTIKY Kot TN Olayeipion tov yevetikov egetdoewv. H
1010KTNG10 KOt 1] OLOVOUT TV YEVETIK®MV 0edopéEVmV xpnlovv dueong Tpootaciog amod
TNV aSIKOOAOYNTY] EUTOPIKT EKUETOAAEVOT ] TNV avNOIKN ¥p1ioN TOVS amd GTopa 1
OpPYOVIGHOVG HE 1010TEAEIC KEPOOOGKOMIKOVG GKOTOLG Kol 1dtaitepa, OtV Ogv
oyetiCovrot pe tov kAo g vystovoukng mepiBaiyng. [dwitepn puépiuva mpénet va
000¢l emiong ot dayeiplon TV, TOAD CNUAVTIKOTEP®V, KATOEG POPES, TUPETOUEVMOV

EVPNUATOV TV YOVISIOUOTIKOV sE€TdcEmV.®

45 Hayden, “Informed consent: a broken contract,” 312.

476 Kapoor, “Role of pharmacogenetics health,” 1652.
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Kepdhiaro 7. I'vootikn gvicyvon

H vevponbikn eivor €va ovamtuooouevog Topéag TOv OoYOAEiTal pe tnv
OVTILETMTICT CNUEPIVAV EQAPUOCUEVOV NOK®OV {ntnudteV, aALE Kot HEAAOVTIK®V,
OV TPOKLATOLV AUECH 1| EUpESa amd TIG eEEMEELG TV vevpoemioTU®V. 'Evag and
TOVG TOUEIG OTTOV 1) VELPOETIOTNUN £XEL EKTETAUEVEG NOIKEC emMMTMOELG €lvor 1) Epgvuval
KO 1 AVATTUEN PAPUAKEVTIKOV YVOOTIKOV evioyutdv.*’” Ot tpoonddeiec Pelticoong
NG YVOOTIKNG AEltovpyiog o€ 0oOevelg Pe eYKEPAMKES dTapayES £xovv Yivel To
EMIKEVTIPO EVIOTIKOV £PELVNTIKOV Tpootabeimv. Mo mpdopata avadvopevn tdon
givar n YpNoN TOV AEYOUEVOV YVOOTIKOV eVIGYLTGOV omd vyn] drope.*’® H épsvva
dwmictwoe 0Tt €101 PAPLOKE UTOopoVV Vo BEATIOGOVV TV OmAO00T GE YVOGOTIKES
EPYNCIEC GE VY] ATOMO KO, COLP®VT] LE OVTA TO EVPNATA, EIvOL 1] dLEAVOUEVT YPNOT
OVTOV TOV QUPUAKOV e GKOTH TN YVoOoTIKY Pedtioon,*’® amd padnréc, axadnpaicoie

KO YEVIKA avOpADTOVG TOL EKTELOVV OOLTNTIKES TVEVLOTIKEG EPYACIES.

H o@opuokoloykn yvooTiK] €VioYLomN avaQEPETOL GTN YPNON VOUU®V 1
TAPAVOL®V PAPLAK®OV, pe 6Komd T Pertioon g yvootikng amnddoons. 'Evag ohoéva
Kol o mEPITAOKOS KOGHOG 0oKel OLEAVOUEVES OMALTNOEL, OTIS YVOOTIKES LOG
Aertovpyieg, mov efeliynkav vy éva BepeMwddg oapopetikd mepaiiov. H
kaBnuepvn {on og po Kotvovio TG TANPoeopiag Ko pia LETARLoUnN aviKY| otkovouio
amontel YVvooTIkEG OE10TNTEG TOL TPEMEL VAL AMOKTNOOVV HEGM OPYDV, TOLTNTIKMOV Kot
domovN POV SSIKAGIOV eKTTaidevong Kot Katdptions. Ouwmg autéc o1 0e&iotreg eivon
mOovOV YPNYOpO VO KATOGTOVUV TOPMOYNUEVES, KAODS 0 KOGHOG oAAAlEL pe Tayelc
pvOuove N e€acBevovy amd Tig dadikacieg g yipoavons. Or avBpwmotr mowiidlovv
EMIONG OTIG WYUYIKES TOLG KOVOTNTEG, Ol OMOIEG TOVG EMITPEMOVY VO, OTOKTI|GOLV
OPIOUEVEG VONTIKEG OEEIOTNTEG TTIO YPIYOPA 1 O apyd, YEYOVOS TOL Uopel va €xet

ONUAVTIKEG ETIMTOGCEL 6T KoONUEPVOTN T Tovg. 4

477 Barbara J Sahakian and Sharon Morein-Zamir, “Neuroethical Issues in Cognitive

Enhancement,” Journal of Psychopharmacology 25, no. 2 (2010). 197,
https://doi.org/10.1177/0269881109106926

478 Masud Husain and Mitul A. Mehta, “Cognitive Enhancement by Drugs in Health and

Disease,” Trends in Cognitive Sciences 15, no. 1 (2011): 28, https://doi.org/10.1016/].tics.2010.11.002
479 Sahakian and Morein-Zamir, “Neuroethical Issues in Cognitive Enhancement,” 197.

480 Dresler., “Hacking the Brain: Dimensions,” 1137.
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"Evag evpémg avapepdpevog optopdg yapaktnpilel v evioyvon g mopéppfoaon
OTOV OVOPOTIVO OPYOVIGHO, TOV GTOYXEVEL TN PEATIOON NG VONTIKNG KOl YOYIKNG
Aertovpyiog, mépa amd ovTd TOL gival amopoaitmro Yoo TN SwThpnon M TNV
amoKatdoTaoT TG KaAng vyeiog. Eved n tpéyovsa frondikn culntnon yio tn yvooTiknyg
BeATimon EMKEVTPMOVETOL EVTOVO GE PUPUUKOAOYIKOVS TPOTOVS Bedtimong, 1| fertioon
TOV OlVONTIKAOV KOVOTNTOV EWIONG KOl HE U1 QOPUOKOAOYIK( HECO TPETEL Vo
Oewpeital ®G YVOOTIKN EVIGYLOT], COUPOVO UE TOV AVAOTEP® Oplopd. Ot TpwtdTLTTOL
YVOOTIKOL EVIGYLTEG TOV e€eTdaTnKay oty dNpdcta cu{ntnon sivatl kuping Proynuikol
napayovtes. Ot Proymuikol evioyvtég pe ™ HeyolhTePN TapAdOGT GTNV 16TOPia. TOL
avOpomov etvar pepikég cuvnOiouEveS Ko KaBNUEPIVE XPNGILLOTOIOVUEVES, GYEOV OO
OAovG, ovciec, Omwg M YAVKOLN Ko M Kaelvn, mov €yovv Ocifel amoteAEcpaT
YVOOTIKNG eVioyvong 6€ MOAAEG HeAéTes. ExTOg amd Tov kapé kot aAla eutd ( ). TO
@LTO TOV Apaloviov YKOLOPAVE), TOV TEPIEXOVY KOPEIVT, Exovv dei&et OTL evicyhovy
™V Yyvoon. Mia tepoatépm Proynpkn mapépfoon pe pokpd wotopio apopd eapoKo
TOL  YPNOUYOTOOVVTOL YL YLYOY®YIKOVG AOYouG Kot €yovv deiéel emiong
duVATOTNTA TOVG VO EVIGYDGOVY OPICUEVES YVOOTIKEG Asttovpyies. o mapdderypa 1
vikotivn BEATIOVEL TNV TPOGOYN KOt TN UVAUN Kol TO OAKOOA, Ttapd v eEacBévnon
TOAALDV YVOOTIKOV AEITOVPYIDOV, UTOPEl Vo eVIGYVGEL AAAES ONULOVPYIKES JLOOTKOGTES
N ™mv avadpopky] pvnun. Ta eapuakevtikd tpoidvra Bempovvral, iaitepa amd 10
KOwo, ®G TPOTOTLTA, 1OoYLPA, YVOOTIKA PBEATIOTIKA. ZVVOETIKA OlEYEPTIKA OTTMG
apeetopivn, pebvAeaviddtn 1 podaewiin M edpuoxo Kotd g dvolag, OmmG

1 To 2008 to mepodikd Nature Swelqyoye o

Sovemeliln ko pepavrivn.*®
ONUOCKOTNON GYETIKG HE TN ¥PNON TPOCHOTIKOV YVOOTIKOV evicyvtdv (PCES) amod
vyleic akadnuaikovs. AvrarokpiOnkav 1400 emomuoveg, and 60 ydpec. TOpUP®VA pe
TOL AMOTELECLLATO, EVOG GTOVG TEVTE, YPNCUYLOTOINGE KATOL0 QUPUOKEVTIKO CKEVAGLLOL
v ™ Bertioon ¢ YvooTikng Tov wovotntas. To 52% élafe 1o pApLOKO [LE 10TPIKY
oLVTOYN, EVAO TO LTOAOITO UECH TOL SLOIKTOOL, 1| Amd TO PapuaKonold Tovg. To
HEYOAVTEPO TOCOGTO YpMoiponoince LeBuApaviddtn Kot podaevidn yu Beitioon
™G CLYKEVTPMONG Kot £va 0c0ooTtd 15%, B-avactoreig yia peiwon tov dyyovc. [Tapd

TOV OTL 1] GLALOYY] TV SEFOUEVOV eV EYIVE LLE TN YPNION EVOS AVGTNPOV TPOTOKOAAOV,

TOL EVPNUOTO, VTOSNADVOLV GOPDS AVENUEVT ¥PNON YVOOTIK®OV EVIGYLTOV GE VYN

481 Dresler., “Hacking the Brain: Dimensions,” 1139.
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dropo. Avto givol avapUEVOUEVO, OO TO YEYOVOS OTL UIKPO TOGOGTO GTNV adénom g
amdO0oN G UTOPEL VAL 00N YNOEL GE EVIVLTTOGCIOKY] AOENGT TOV OTOTEAEGUOTOS. Y TAPYEL
GAA®OTE, EKTOC TOV AAWV Kol VoG EUUECOS EEOVAYKAGUAOC, OV OTOPPEEL OO Lo
GKPOC OVTOYOVIOTIKY KOl OmOTNTIKN Kowovie, 1 omoia ®Bel ta dtopo vo
YPNOUOTOGOLV 0,TL péEGa dtabETovy, Yo va avtameEEADovy Kal va, avTamokpliovy
oTic VepPokég amontioelc TG 482 Agv eivon Tuyaio Tt 0 ayyAikdg 6pog enhancement
(evioyvon) €xet avaderyBel oe moyKOGUIO GUVONUA Y10 TOV GUVOVOGUO TNG TEXVNTNG
oéyepong pe v eficov texvnmn evioyvon. Ateyeptikd Omw¢ 1 peBLAQUVISATN
(yvoot pe to gumopikd ovoporo Ritalin kou Conserta) kot avtikatafntikd, dmwmg
elovoetivn (yvootn pe 1o gumopikd ovouata Prozac xon Ladose), mapoetivn
(yvoot pe ta gpmopikd ovopoto Paxil kor Seroxat) 1 ortahompdun (yvoot) pe ta
eumopikd  ovoporto Celexa kar Seropram), kotovoldvovtal oloévo Kot omd
TEPIOCOTEPOVS AVOPAOTOVG, Yol VO AVTOTOKPIOOUV GTIG aVEAVOUEVES GYOMKES Kot
TOVETICTNUIOKES OTOUTIGELS, OAAG Kot Yot VO AVTILETOTICOVY TNV KaTtdOAym Kot T1g
amoyontevcelg touc.*8 H ypion m.y. ykovopdvac, oe cuvdvacud pe Prropivec kot
HETAALD, 00NYNoE G€ aLENUEVT ToLTNTO Kot akpifelo oty dokipacio g Toyelog

emeEEPYAciag ONTIKMOY TANPOPOPIAOYV, LELOVOVTAC TONTOXPOVA TNV YVYIKY KOTmon. 8

Opiopéveg mapepfaoelg pmopel vo PEATIOCOVY £vay YVOOTIKO TOUEN, OALY VO
enmpedoovv Evav dAlov. H gvdoppvikn epapproyr g okutokivig £xet amoderyfel 0Tt
EVIOYVEL TOVG KOWMVIKOVG OEGHOVS KOl TN YVOOTIKY €ueMEia, OAAL HEldVEL TNV
pokpoypévie pviun. H peBuieaviddtn Bertidvel Ty KavotnTo GLYKEVIPOONG Kot
€0TIOIOMG TNG TPOCOYNG, OAAA emMpedlel apvnTiKA TV YVOoTiky eveMéia. Emiong, yia
TIG OUQETARIVEG Kot TN Loda@vidn cuintovvrot mhoveég BAAPEG 6T ONovpyKotTa,
EKTOC oMo TIC PEATIOTIKEG EmMBPAGELS THG 68 dAlovg Topeic.*® H amotelespotikdTTa
TOV YVOOTIKOV EVIGYLTOV 0V SOQEPEL LOVO GE OLPOPETIKOVS YVAOGTIKOVS TOUELS,
OAAG SLOPEPEL KO OVAAOYQ LLE TOV EKAGTOTE YPNoTN. O1 YVOOTIKOL EVIOYLTEG LITOPOVY
Vo EMMPEACOLY TO OTOHO OPOPETIKA, avdroyo pe Paoctkovg ProAoyikovg,

YOYOAOYIKOUG 1 KOWw®mViKoOs mopdyovies. [o mopddsrypo ot emdpdoels tov

482 Kopdmvnge, «Papuoxoyovidiopotikn: Houd Afpporta,» 66.

483 ymuitge, «Aikoto, HOwm kot oltucr]: NopoBetucég Iopeppaoeig,» 226.

484 D.0. Kennedy et al., “Improved Cognitive Performance and Mental Fatigue Following a Multi-
Vitamin and Mineral Supplement with Added Guarana (Paullinia Cupana),” Appetite 50, no. 2-3
(2008): 506, https://doi.org/10.1016/j.appet.2007.10.007

485 Dresler., “Hacking the Brain: Dimensions,” 1140.
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EKTTOOEVTIKMOV TOPEUPACEDV OTNV EMAEKTIKN TPOGOYN Uropovv va e&aptnbodv amd
TOV YOVOTLTO TOV ekmodevdpevo.*®® Eva onpavtikd O£po, Tov Tposkuye amd PeAETEC
VEVPOLOYIK®V OLAd®V ac0evmv, givatl 6Tt vTdpyEL HEYAAN peTafANToHTNTO ATOKPIOTG,
LE TOAAG GTOMO VO UMV OVTOTOKPIVOVTOL GTN QOPUOKELTIKY Oepameia, evd GAAL Vo
dglyvouv o moAD 1oyvpn PeArtioon, Yoo TopddElyUo, OTNV OTAVINGT TOLG OE
avaotoleic g aketvAoyoiveotepdong (Achel). 'Etot, mapdrlo mov avtiy 1 opdda
acBevav epeavilet o pétplo | HECT) YVOGOTIKN 0AANYT], TO GUVOAKO OTOTEALEC LA ETVaL
mhovo va pelwbel, and to yeyovog 6Tt ToAAd dropa moapovstdlovy Eva TOAD HKPO
operoc. To 1010 (o Tpoékvye oTig €pevvec pe vyw atopo. Opiouéva dtopa
avtamokpivovtonl Oetikd,, eved dAla umopel vo mwopovctdlovv eAdyioto 1 KabBOLov
o0peroc. e mpdopatec Epevveg Exovv Tebel epOTNHOTA CYETIKA UE TO €0V TETOLEC
dpopéc 610 amotédeoua pmopel va e§aptdvtat omd To YovoTumo 1) To Pacikd ENImedO
™me YvooTikng Asttovpyiac.®®” O mapepfdosic Yo T yvootikh PeAtinon Stopépovy
eMioNg 6TO YPOVIKO H1AGTNILA TOV aaLTEITOL Yo TNV EMTEVET TV 6TOY®V TOVS. [0 TO
TPOTOTVTO «EEVTVO YA 7oL cvinteital o€ ONUOPIAEIS 10TOGEADEG YVMOGTIKNG
Bedtiwong dev ypetdleTar ypOVOC TPOETOOCING, OOKED TO AMOTEAEGUOTA TOV EVTOC
devteporémtv 1 AemtdV Kol Olapkel apketég dpec. Avtd pmopel oxeddv va
OVTOTOKPIVETOL GTNV TPAYUATIKOTNTA, OAAL GTNV TEPIMTOGT TOV QOPLOKOAOYIKMV
EVIGYVTOV, TO XPOVIKO TTEPOMPLO dPAONG OAPEPEL APKETA. TVYKEKPIUEVA, O YPOVOG
TOL OTOLTELTON YLl TNV EQOPUOYN Kol 1 OEPKELNL TOV OTOTEAEGUATOV TOVG TOLKIAEL
ONUOVTIKA HETAED EVIOYLTAOV, OAAL Ol TEPICCOTEPOL (QUPLOKOAOYIKOL EVIGYVLTES

LTOPOVY VOl EYAPLOGTOVY YPNYOPOL. Kat Y®Pic mepartépm mpostotpacion. &8

H xowvaovikn oamodoyn tov mopepPfacemv yVOoTIKNG eVioyvong Oopépel o€
peydaio Padbuod avdioya pe TIc TOPAOOGELS, TNV OVTIANTTIKY GLGIKOTNTO TOVS KOl THV
OVTIANTITIKY OUESHTNTO TOV TPOTOV OPACNG TOVS, AVEEAPTNTA OO TIG CLUYKEKPLUEVEG
BEATIOTIKEG €MOPACELS TOVG O JUPOPETIKEG YVOOTIKES 1KavOTNTES,. MEB0doL
evioyvong e Tapadoon YIAAO®V ETOV, OTOS O OUAOYICUOG, 1| O1TPOPT], O VITVOG Kol
N doknomn, eivar cvvnBmg gvpliTEPA AMOOEKTES amd OTL TOAAES, €mi TOL TAPOVTOC,

ou{nTodeveG OTPATNYIKEG PEATIOONG, OTIMG M EYKEPAUAIKT SIEYEPTT, TA POPUUKEVTIKA

486 Dresler., “Hacking the Brain: Dimensions,” 1140.
487 Husain and Mehta, “Cognitive Enhancement by Drugs,” 32.
488 Dresler., “Hacking the Brain: Dimensions,” 1140.
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TPOTOVTOL Kat GALEG TEYVOLOYIKES KouvoTopies. *®® H nuy kpion eivan mio suvoikn dtav
ol YVOoTIKOl evioyvtéc BOewpoldvtar OtL €ovv T vouwun €ykplon, &ivon

OTOTELEGULOTIKOT KOl AGQUAELS YioL THV VYEia TV ypnoTdv. 4%

Ov avBpomor @aivetor vo €lvol 7O  OVEKTIKOL OTNV  €VIGYLON  TOV
YOPOKTNPLGTIKOV OV Be@povvtol Ayodtepo BepeAdOn Yo TV TOVTOTNTO Kol EMIONG
TEPLOCOTEPO OVEKTIKOT TPOS TNV PEATIOON OTOUW®V e YVOOTIKEG SaTapoyEG N XOUNAES
TIEG amdd0oNS, 68 GOYKPLoN HE TV odENGT PLGIOAOYIKGVY 1) LYNAGY emddcewv.**t H
My6tepo mpoPANUATIKY] €vvolo TNG YVOOTIKNG Peltimong eotidlel oe ekelveg Tig
KaONUEPIVES, 10TPIKEG 1| WLYXOAOYIKES TopepPdoels, mov mpoopilovtat yia T Oepaneio
naforoyikdv eldelyemv. Z1evd oxeTi{OpeVES elval eKElvEg Ol TOPEUPACELS YVOOTIKNG
BeAtiwong mov otoyebovy oTnV TPOANYN 1 TNV ApLfAVVON TNG YVOGTIKNG Lelwong, Tov
oyetiletan emiong pe ™ vym ynpavon. EAappdg Aydtepo amodektés paivetat vo givat
OVTEG O OTPATNYIKEG PEATIOONG OV GTOYEVOLV OTY| PEATIOON NG YVAOOTG GE EVIEANDG
vy dropo aAAd TOPAUEVOVY CAPDOS EVIOS TOV PLGIOAOYIK®OV opimv ¢ yvoons. H
TOOVOG T EVPEMG YPNOLUOTOIOVUEVT] Kot, MOKA 7o OUEIAEYOUEVT], €VvOlo TNG
YVOOTIKNG BEATiOONS, 6TOYEVEL GTNV ADENCT) TOV YVOGTIKMVY KOAVOTHTOV TEPA Ad TNV
KOVOVIKT| Agttovpyia, Onmg anewoviletor o€ mapadelypata padntov 1 devbouvidv ce
0éoeic avEnpévng evBdvng, mov Tpoonabohv vo PEATIOCOVY TEPUTEP® TNV OTOSOCT|
T0VG, Aapfavovtag E&umva ydmio. EKTog amd avtég Tig Stapopic peta&h g eVioyvong
g e&acBevnuévng €vavTt TG VYOV YVAOOTG, Lo GAAN dPOPA GTOVG GTOYOVG TNG
evioyvong ayyiler éva mo Aentd ua. Adym Tov KEVIPIKOD POAOL TOV YVOGTIKMOV
KOVOTH TV GTOV OPIGUO TV ovOpOTOV Mg €100, eivar 0eAeaoTikd va eEETAGOVE T
BeAdtioon avtov T@V KaBopIoTIKOV avOpOTIVEOV 1KavOoTHTOV ©¢ agio amd uovn e.
Qo1660 Ol  TEPLGGOTEPES  PLAOCOPIKEG 1  Opnokevtikég mpooeyyicels dev
EMKEVIPOVOVTAL GE OVTIKEILEVIKOVS OEIKTEG YVOOLOKNG OO0, OALY TPOTEIVOLV
a&leg mov oyetiovrat EPUETO LOVO LLE T YVOOTIKT 0TOO00T|, OTIMG L0 L0 EVTVYICUEVT
Ko ovotaoTikh Pioon e (g yevikd.*¥? Eivar opmg duvatov ot PCES va anetljcovy

N Vo 0AAOLOCOVY TV £VVOLa TNG TPOCSMOTIKOTNTOG KOl KAT ™ ENEKTOCT) TNV £VVOLUG TOV

489 Dresler., “Hacking the Brain: Dimensions,” 1140.

490 Eric Mayor et al., “How perceived substance characteristics affect ethical judgement towards
cognitive enhancement,” PloS one 14, no. 3 (Mar 2019): 1, e0213619.
https://doi.org/10.1371/journal.pone.0213619

491 Dresler., “Hacking the Brain: Dimensions,” 1142.

492 Dresler., “Hacking the Brain: Dimensions,” 1142.

181


https://doi.org/10.1371/journal.pone.0213619

TPOCMOTOV, OnMwg TNV EEpovue péExpL onuepa; Oa HETPLAGOVY TIG OVICOTNTEG,
TPOGPEPOVTOG TEPICGOTEPEG OLVATOTITEG GTOVG AYOTEPO ELVONUEVOLS VONTIKE, 1 Oa
T1g 0&OvovV, TPog GPEAOC TV ATOU®V TTov Ba £YOVV TNV OIKOVOLIKT duvaTdTNTA VOl
KAVOLV ¥p1IoN TETOLMV GKELAGUATMV Kol LOALOTO YEVETIKA GTOXEVUEVMV, LE ELAYIOTES
TOPEVEPYELEG KOL EVIVTOOIOKY] OMTOTEAECUATIKOTNTA; B0 LEYOADOEL TEPIGCOTEPO TO
YOoLO LETAED TOV OVOTTUYUEVOV KOl TOV OVOTTUGGOUEVMV 1) VITOVATTUKTOV YOPOV,
He TOvg TANBLOUOVE TOV AVATTUYUEVOV YOPOV VO €lval, €KTOG OA®V TOV GAAW®V,
e&LTVOTEPOL KO IKOVATEPOL VONTIKE; B 001 yNGoLV 6TV BEATIGTN AELTOVPYia KATOIWV
ATOU®V T.Y. XEPOLPYOl, TIAOTOL, EAEYKTEG EVAEPLOC KVKAOPOPING, TOL AOY® EAAEWYNG
Omvov, otpeg N GAAoV mapaydviov, umopel va pnv amodidovv to 100% TV
duvartot)tev T0uG; Edv ot pappokentikol evioyuTtéc amodetyfovv acpolreic, pmopel va
TpoTIUNOoLV Yo TNV PEATIOON TOV VONTIKAOV AEITOVPYIDV, AOY® UIKPOTEPOL KOGTOVG,
oe oLYKpon pe GAAeg peBodovg Pertimonc. O kivouvog mopevepyeldV Kot
AVETBOUNTOV EVEPYELDV OVTMOV TOV GKELOCUAT®OV, UEXPL TMPO, oviiotaduilel Ta
EVEPYETIKA TOVG amoteAéopata. H @oplokoyovIOLOUOTIKY, HE TIG OTOYELUEVEG
Oepameiec, ovopEVETOL VO KATOGTNOEL OVTA TO QOPUOKO OCQOAECTEPO KO

omoteleopatikoTepa. o

To w&owd VIEPEKTYHA TNV  OTOTEAECUATIKOTNTA  TNG
(QOPUOKOAOYIKNG YVOOTIKNG EVIGYLOMNG KOl VROTIUE TOVG KvOOVOLS avemBountov
EVEPYEL®V, OAAGL TTapd TOLG Kvduvoug, o peAétn amd to 2015 éwg to 2017, mov
avaAvel dgdopéva amd 15 yOPEg TOV GLUUETEYOLV OTN YEVIKNY £PELVO Y10 OVTEG TIC
(QOPLOKEVTIKEG OVGIES, OElYVEL OTL 1] XPNON TNS PAPUOKOAOYIKNG YVOOTIKNG EVIGYLONG

éxe1 avénOsi TOAATAAGC10 68 TOAAEG YMPES Kot dev pelddnke oe kapio. 4%

Ta amoteAéopaTa TOV SIEYEPTIKOV OVGIOV TOV AAUPAVOVTOL Y10 EVIGYLGT OEV
SPEPOVY GNUAVTIKE Omd TO ATOTEAECUATO TOVG Yo EYKEKPIUEVES EVOEIEELS, OTMOC M
Awtopoyr, EAeyppatikng Mpocoync ko Yrepkwvntikomrog (AEITY), vapkoAnyio
K.6. Ta deyeptikd av&dvovy v gypnyopon, PEATIOVOLV TNV TPOGOYT, QVEAVOLY TO
kivtpa Ko BeAtidvouv mTuxég g pabnong kot tg pvnuns. AAAo @appoko mTov
doxafovtat yio dtdeopo vooripota 1 dtatapayss pnopel telkd vo amodeyBovv Ot

g&yovv 1010tNTEG, mov Bo em€Tpemov TN YPNON TOVG MG EVICYVLTIKA. ZE aVTA

4% Kopdamvnge, «Dapuoxoyovidiopotiky: HOucd Aqpporta,» 66.

4% Eric Mayor, Maxime Daehne and Renzo Bianchi, “The Dark Triad of personality and attitudes
toward cognitive enhancement,” BMC Psychology 8 (Nov 2020): 2, https://doi.org/10.1186/s40359-
020-00486-2
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TEPIAAUPEVOVTOL PUPUAKEVTIKO CKEVAGUOTA TOL OOKIUALOVTOL Y10, T GUUTTMMIATIKN
Beltimon g uvAung ot voco Alzheimer, kabmdg kot @dpuaka yio Ty gvioyvon g
expadnong peiowong tov dyyovs. Ta eni Tov TapOVTOG SBECIHA OVTIKOTAOMTTIKA
&xouv povo pétplo Betikd omoteAécpata o€ vylelg avOpdmovg (Kot poévo pétpla
OTOTEAEGLOTIKOTNTO GE GTOpO TOV £X0VV KatdOAnym), oALG telkd B uropodoay va
avartuyBobv avTikataOMITIKE dppoke Tov avsdvouy e acpiaiela T otdbson oyt
LUOVo 6€ KOTOUOMTTIKOVG AL KOL GE GTEVOYMPNUEVOVS 1 OToUG1Od0E0VG avOpMOTOLG
mov yapaktnpilovrar vyieic.*®® Ty mepintowon TOV YVOGTIKGOV ASITOLPYIHOY, TOV
oLVOICHNLOTOG KO TS GUUTEPLPOPEGS, TO OPLO TOALES POPEG Elvar SLVGOAKPITO UETOED
NG EVIGYLONG EVOG VY0VE OTOLOL Kot LoG StoTapoyne N TaBoAoyIKnG KOTAGTOGN S TOV
arortel Oepameio. Avt 1 dvokorio 6TO SOPICUO OVTIKOTOTTPILEL €V HEPEL TNV
EMAEWYT] OLOTNPAOV ETIGTNHOVIKA KOl OVTIKEWEVIKOV Oplov HETOED acOévelng kot
«PLGLOAOYIKOVY  aVTIOPACE®MY GE€ OMOYONTEVCELS, OMMOAEIES, KOTUGTAGES TOL
TPOKAAOVV 1{TEPO AYXOG M ATOU®V TOL &€YOovV yevvnOel He P10 CUYKEKPLUEV

1ocvykpacia, Ono Ta Wioitepa cvuvesTaluéva dropo. 4%

Ot yevetwol mpoyvmoTiKol TapAyovteg NG OTOMKNG WOUTEPOTNTAG GTNV
amoKplon g Bepamneiog, mTov oToYEVOLVY 6T PEATIOON TG YVOGTIKNG Agttovpyiag O
NTAV GOPDG ETOPELEIS Y100 TNV OTOTELEGUATIKN GTOYELOT OEPATEVTIKMOV GTPATNYIKAOV.
Avtd To amoteAéopato UTOPEL VO TPOKLYOLV AUECOH, OMO OLOKLUAVGEL, OTNV
OTOTEAEGLOTIKOTNTO TOV GTOYOV TOV QOPUAK®V, 1] EUUESA, LEGH UETARBOMKOV 0dMV
i GAoV yovidiov kvdvvov.*®” To supfipata VTOINAGVOLY OTL OPIGUEVEC YEVETIKEG
TopoALayEC  emmpedlovy TNV OKEPOUATNTO  CLYKEKPYWEV®V  GLOTNUATOV
vevpoowafipactav, mepopilovtag 1N duvvardotmro PeAtioong g YVOOTIKNG

LELTOVPYIOGC GE OMOKPIOT GE PAPHLOKT, TOV dPOVV GTa. idto. suoTHuaTa. %

H koA dtotpoen kot 1 TAKTIKY] AGKNON Uropovv, OTmG Tpoovapepinke, va
EMPEPOVY  LOKPOTTPODEGES PEATUDOEL GE TOAAOVG YVOOTIKOVG TOUElS, €V TO
cuvnoopéva deyepTikd, OTMG 0 KAPES, aVEAVOLY TPOGMPIVA Ta EMITESN £YPNYOPONG

KOl GUYKEVIPOONG, LE EMOPKN TeKUNpimon oty tpikn Piproypaeio kot xwpig va

4% Steven E Hyman, “Cognitive Enhancement: Promises and Perils,” Neuron 69, no. 4 (2011): 597,
https://doi.org/10.1016/j.neuron.2011.02.012

4% Hyman, “Cognitive Enhancement: Promises and Perils,” 596.

497 Husain and Mehta, “Cognitive Enhancement by Drugs,” 33.

4% Husain and Mehta, “Cognitive Enhancement by Drugs,” 34.
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gyeipovv onuovtika nowd {nmuoata. Topa mov 1 Tpdceotn KAVIKY Epevva £0e1&e 0T,
N €KTOG EMONU®V EVOEIEE®V YPNOT OPICUEVOV QUPULOKEVTIKOV TPOIOVT®V UTopEl, vTd
oplopéveg ouvinkeg, va €xel PHETPLaL amoteréopata PEATIOONG TG YVAOONG LE OLGIES
Om®G 1 LeBLAPaVISAT KoL 1) LOdAPLVIAT, Ta OTToio UTOPOVV VoL BEATIOCOVY SIAPOPES
IKOVOTNTEG, OMMC 1 UVNUN €PYACIOG KOl 1| CLYKEVIPMOT GE OPIGUEVO VYU] ATOUA,
eyeipovian éva TAN0og NOKdv (ntudtev, OO To 1WTPIKO TPOPIA ACPALELNS TWV
(QOPUOKEVTIKDY YVOCIOKAOV EVIOYLTAV, O EUUEGOC €EOVOYKAGUOG YPNOoNG TV
EVIOYVTOV, 1 Gvion TPOGPROCT] GE QPUPUOKEVTIKOVS YVAOGOTIKOVS EVICYLTEG KOl 1|
KOTOVOUT OKOOGUVIG KOl €Gv 1 YPNON EVIOYVTOV amoteAel efomdnon oe
AVTOYOVICTIKA TAaic1o. O QOPUOKEVTIKA EVICYLUEVOS EYKEPAAOG UTOPEL VoL Elval Evag
avBevtiKog avOpomivog eyképarog; TELog, mpémet va yivel 614Kpion ®G TPOS TO GV 1
YPHON TOV 0VGLOV ovTdV omotedel Ospameia W evioypon.*® Ze atopkd eminedo
exQpalovTol avnovyleg GYETIKA e TNV OTPIKT OCQAAELN KOl TIG TOPEVEPYELEG, TNV
ALOEVTIKOTNTO TOL EVIGYVUEVOL VOV KoL TV a&io TOV EMTEVYUATOV TOV HIEVKOAVVETL
oo TN QUPUOKEVTIKN TapEUPact. Xe KOWOVIKO eMinedo umopovv va 1efovv noikd
EPOTNUOTA CYETIKA HE TO €4V M OMOECIUOTNTA TOV QUPUOKEVTIKAOV YVOGLOUKOV
eVioYLTOV Ba avénoet 1§ o VTOVOLEDGEL TNV 1GOTNTA KoL CYETIKA LE TO €AV TO, ATOLLOL
Bo avaykaoTtoOVv va ¥pNGILOTOGOVY, AUECH 1| EUUECH PAPUOKEVTIKOVG YVOOTIKOVS
evioyvtéc. [lepattépm KavovioTIKEG EPOTNOELS TPOKLTOVY WOLHTEPA GTO TAAIGLO TNG
vyelovoukng mepifoiyng. Ipénel va oyxedtdloovpe o amdToun ypouun HeTald g
Bepaneiog kot ¢ evioyvong kot Bo mpémetl ta dropa va £xovv TPOCROCT GTOVG

EVIGYVTEG PEGH TV 1aTpGV;>P

H nepiotaciokn ypnon SleyepTIK@V TOL KOTAVOAMVOVTAL CHEPO Eivorl KLPImG
YL AOyous yuyayoyiog Kot n ypnom Tovs yo ypriyopon N Peitioon g amddoong
yxpovoroyeitar amd adves. o TapadetypLo To AmOdEIKTIKA GTOLYEL Yo T (PNON TOV
khat (to omoio mepiéyer cathinone, évo pETPLO SLEYEPTIKO TOTOV OCUPETAUIVIG),
ONUoeég oe meployxég g Méong Avatolng kot g AQpiKNg, YpovoAoyovvtol
TovAdyotov oo tov 11° cudva. Efuepa to khat givar éva kowvmvikd otmprypa cg

TOALEG YDPEG KOl TO UACUO TOV QUAAOV TOpopéVEL VOUIO o€ TOAAL £0vn,

4% Hannah Maslen, Nadira Faulmiiller, and Julian Savulescu, “Pharmacological Cognitive
Enhancement” How Neuroscientific Research Could Advance Ethical Debate,” Frontiers in Systems
Neuroscience 8 (2014): 1-9, https://doi.org/10.3389/fnsys.2014.00107

500 Maslen, Faulmiiller, and Savulescu, “Pharmacological Cognitive Enhancement” 1.
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ovuneptrappoavouévor tov Iopoand. Eivar evdwopépov kot moapdAAnio pe v
TPOGEYYION TNG YEVIKNG WTPIKNG Yo T PeATimon T aKadnoikng amddoong 6€ modid
ue AEITY o1t 1o khat diveton pepikég @opéc o€ mandid 6oAKNES NAKIOG oo YOVEIG oV
ToTELOVY OTL PEATIOVEL TNV GYOAIKT] TOVS 0mddoon.>*t H cuvtayoypapovpevn xpion
OLEYEPTIKAV Y1a. TN YVOOTIKN Pedtimon o€ vym dropa Tapovctdlel OA0 Kol LEYOADTEPO
EVOLOPEPOV Y10l TNV OKOONUATKT KOvOTNTA. O1 O1TNTEG TOVEMIGTN IOV Popel va etvarn
EMPPENEIS GE YPNON OVTOV TOV QPUPHOKOAOYIKOV YVOOTIKOV EVIGYLTOV Yol TO
AVTIANTTTA KOO LLOTKA TOVG OQEAT|. ZE LEAETN GTO TOVETLOTH O Tov Topovto 1o 2015-
2016 ot ocvppetéyovieg, aviilapupdvovtov Toug ¥pNoTes gite og nabntég pe vynio
AVTOYOVIOUO, EITE YEVIKA MG ATOLN VYNAOD YVAOGTIKOV EMTEIOL. Ta pepOUEVU OPELT
TOV  evioyuTOV  TEpauPavay T PeAtiopévn  eotioon TG TPOCOYNS, NG
amopuvnuovevong kot Beitioon g Pabporoyiog, aAdd dev mepteAaupavay avénuévn
VONUOGHVI 1 HaKpopddesun yvootiky Pektioon.’® Ze pia pedém petold Tov
QOUTNTAOV TOL TPAOTOL £T0VG 611 Boovia-Epleyofivn n kataviimon ovcidv, dnwg Tov
KOQE, TOV EVEPYEINKAOV TOTAOV, TNG VIKOTIVNG, TOL GAKOOA Kol TNG LOPLYOLAVOS, LE
oKOTd TN YVOOTIKY evioyvor, avénonke katd ™ ddpkela ¢ efdopddag mpv Tig
eEe160e16.°% e épevva yio T OTAON TOV QOUTNTOV £vOG EAPETIKOD TAVEMGTNHIOL
OmEVOVTL OT QOPLOKOAOYIKY] YVOOTIKN &vioyvon ta dvo tpita Bewpovoav tnv
at0d00T TOV OMOKTATOL LEGM POPUAKOALOYIKNG EVIGYVONG AYOTEPO AN OVTATOS0GNC
KOl TEPICGOTEPOL OO TOLG UIGOVG CLUPMVNOAY OTL ] PUPUAKEVTIKY EVioyvon &lvan
nopopole pe to doping otov abintiopd. Eyeddv ot pucoi oyvpiotnkav Ot M
avelédeyktn mpdSPaocT 6€ PUPLOKOAOYIKOVS YVMOGTIKOVS EVIGYVTEG OLEAVEL TNV TiEOT
YI0L GUUUETOYN GE QUPLOKOAOYIKY evioyvon kou ekmoudsvtikny ovicotnra.’® To

ToMTIoUIKO mepidAdov emnpedlel oe peydio Pabud v avalntnomn yvooTiKoVv

501 Suzanne Wood, Jenifer R. Sage, Tristan Shuman and Stephan G. Anagnostaras, “Psychostimulants
and cognition: a continuum of behavioral and cognitive activation,” Pharmacological reviews 66, no. 1
(2013): 194, https://doi.org/10.1124/pr.112.007054

%92 Kira London-Nadeau, Priscilla Chan and Suzanne Wood “Building Conceptions of Cognitive
Enhancement: University Students’ Views on the Effects of Pharmacological Cognitive

Enhancers,” Substance Use & Misuse 54, no. 6 (2019): 908,
https://doi.org/10.1080/10826084.2018.1552297

%03 Jasna Kusturica et al., “Neuroenhancing Substances Use, Exam Anxiety and Academic Performance
in Bosnian-Herzegovinian First-Year University Student,” Acta Medica Academica 48, no. 3 (Dec
2019):286, https://doi.org/10.5644/ama2006-124.269

504 Larissa J Maier et al., “Swiss University Students' Attitudes toward Pharmacological Cognitive
Enhancement,” Public Library of Science-Plos One 10, no. 12 (Dec 2015): 1, 0144402,
https://doi.org/10.1371/journal.pone.0144402
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EVIOYLTOV, aVAAOYO e TOV NOKO KDOK TG KOWVOTNTOS. AV Kol 1 QOPUAKOAOYIKN
YVoOoTiKn Bertioon elval cuxvd EovOUEVO UETOED TOV GOITNTOV TAVETIGTNUIOL GE
dAheg ydpeg, o emmolacpnog oty lamwvia dev éxel devkpiviotel. Xe o peAétn
dlepeuvinke 1 oTAOT AMEVOVTIL OTY QOPLOKOAOYIKY] YVOOTIKN €VIGYLoN UETOED
[amdVOV TPOTTUYIOKOV QOITNTOV. YOOV KavEVOS LaBNTNC eV ElXE XPNOLOTOCEL
TOTE GLVTOLYOYPAPOVLEVO PAPHLAKA Y10 YVOOTIKY BeAtiooon. Otav pot)Onkay dv Oa
MOl va xpNGLOTOGOVY PAPLOKO Y10 VO, BEATIOGOLVV TNV YVOGTIKN TOVS 0TOd00M,
10 68,6-72% amndvince Oy, t0 7% oandvince dev UTOp® va T® Kot povo to 2,5-4,8%

omévInoe  KaTaQoTkd. °%

To omoteléopata omd OVO0  SLUOIKTLOKEG  EPEVLVEG
amokdAvyov 0Tt ot pontéc frav Tpobvpdtepol va. BEATIOCOLV T YVOOTIKY TOVG
AmOd00T LECH PAPUOKEVTIKOV OVGIMV amd OTL Ol KOO YyNTEG TOVETIGTHIOV, OV KoL 1
ouvolkn Tpobupia frav younAn. H mboavotnta avemiBopntov evepyeidv kot 1 £viaon
T0VG peimosav v Tpobupia xpNong PAPLAK®OV YVOOTIKNG EVIGYLONG GE POITNTES KoL
KaONYNTEG, VO 1N AGPAAELD KOl 1) OTOTELECUATIKOTNTO aOENCAY TV TAoN ¥PNONG

Tovg,.>%®

H ypfon ¢@oppokevtikav ovclidv mov &vioyDOLV TN YVOOTIKN Kol TnV
axodnuoiky amoddoorn elvar éva oyetikd véo @ovopevo, mov Ppioketor o1
JCTAVP®GN TNG CVYYPOVNS TPIKNG KOL TNG SLYYPOVNG TTEGNS Y10, TNV €G0S0 Kot TNV
emttuyio pHe 0EOKPATIKA KPITNPLO, GE OMOLTNTIKG oKadnuaikd meptBdAlovia. XTic
HITA n yxpnon tov Aeydpevov @oppdkmv yvoOOTIKNG evioyvong ivar dadedopévn
oToVG PortNTéG o€ peyaro Padud. Ta cuvtayoypapodpuevo deyeptikd 6mmg to Ritalin
kow 1o Adderall givor omd to o cLYVE YPNOCIUOTOOVUEV IE GUVOAIKG TOGOCTA
xpNong mov kvpaivovrar and 10,1% €oc 35,5% oe opiopéva wpopata. Ot ypamtég
avaPOPES Y10 TNV VYEID TOV QOLTNTMV TOL TAVETIGTNUIOV Kot 0l dNUOPIAEIG ovapOpES
TOV HECMV EVIUEPMONG £XOVV OMGEL LEYOAN ONUOGLOYPAPIKT) KAALYY GE QLTHV TNV

avéavopevn téon Tov eoltntdv koieyiov mov Paciloviol oTo ATOTEAECUOTO TMV

5% Midori Yamamoto, and Yuji Ishii, “Questionnaire Survey Concerning Pharmacological Cognitive
Enhancement among Undergraduates,” Yakugaku Zasshi 140, no. 11 (2020): 1397,
https://doi.org/10.1248/yakushi.20-00113

506 Sebastian Sattler et al. “The Rationale for Consuming Cognitive Enhancement Drugs in University
Students and Teachers,” Edited by Michael Taffe. PLoS One 8, no. 7 (2013): 1, e68821,
https://doi.org/10.1371/journal.pone.0068821
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PUPLAK®OV Kol To YPNOLOToody o¢ Ponbods perémc.’®’ Metold tmv kupdtepmy
Oespdtov mov mpoékvyav NTav M mEmoidnon OTL M YPNoN TOV QAPUAK®V Eivol 1M
pikpoTeEPN Kot MOKA 7o amodeKT popen eEamdtnong, OtL 1 achQEl KOl O
emumoAacpoc g AEITY dikatoloyovv Tn un wTptky xpnon kot 0Tt Tave on’ dAd To
QAPLOKO YVOOTIKNG EVIGYLONG TPOGPEPOVY TAEOVEKTNUO. OPIGUEVOL GUUUETEYOVTEG
eEEPpacay TNV avnovyio TOLG Y10 TO TAEOVEKTNLO TOV PAPUAK®V, 1010iTEPA OTAV 1
¥PNoM TOoVg cuvdVAleTal pe avicdtTa pHetalld Tov podntdv oy tpdcPacn o€ avtd,
Le KAmolov va To amokoAel ®g Aevkn gkdoyn g e€amdtnong. Emiong ot pabntég and
OAeC TIG KOWOVIKEG TAEeg elvar mBavd va avalnTioovy QAPUOKO Y10, YVOOTIKY
evioyvorn oAld 1dwitepa poONTEG Omd OIKOYEVEIEC LYNANG KOIVOVIKOOIKOVOLIKNG
o160unc.>® Qotdc0o, peréteg vodnhdvovy mo ovénuévo emumolaoud e AEITY,
AMOy® ovvOomopéng ™G He GAAD WYOYOTPIKG VOOHUOTH, OTMC Yol TOPASELYLO
KataOAMITIKN 1] oy ®dOm draTapayn, 0t EKONADGELS TV omoimv emokialovy v Vmapén
™G, UE OMOTEAEGO. GTNV OVGIM VO VITOJIYYVAOCKETOL KO VO Oontel EUTELPOVS Kol

sEe1dikevpévong yoytbtpovg.>®

[Tépa amod o Bucd {nTHoTa TOV TPOKHTTOLV OTAV VYL ATOLA YPTCLULOTOLOVV
(POPUOKEVTIKOVG YVOGTIKOUS EVIGYVTES TPOKELLEVOD VAL EVIGYVGOVV TIG YVOGTIKEG TOVG
Aertovpyleg, OTMG TN WUVNUT TNV TPOGOYN KOl TIG EKTEAECTIKEG AELTOVPYIEG, LIAPYEL
TPOG TO TOPOV AYVOLo GYETIKA UE TO TPAYLOTIKA 0QEAT Kot TS PAAPEG TOVS GE LY
dropa. Ta vevpondikd {ntuoTa Tov TPOKHTTOLY ATd TN YPNON TOVS TEPIAALUPAVOLV
TIG AyVOOTEG TAPEVEPYELES OV GYETILOVTOL LE QVTA TO. PAPLOKOL, OVIOLYIEG TYETIKA
LE TNV TPOTOTOINoT TS AVOEVTIKOTNTOS KOl TG TPOCOTIKOTNTOS KO, O ATOTEAEGLLOL
G aVIcOTNTAG TPOGPAoNG GE QLT TOL PAPUOKOL, 1) EAAELYT OLVEUNTIKTG SIKALOGVVNG
KO GVTOYOVIGTIKHAG S1KOOGHVIG IOV UTOpovV V. Tpokalécovy otnv kowvevio.®® H
ac@iiion vyeioag etvor TBavVO vo TANPOGEL Yo kAmota Oepameio YVOCIOKNG SO TOPOYNS

evog acBevoug, aAAd Yo Oyt Yo T Bertioon evog vyovg. ‘Etot, o avnovyio mov

507 Ross Aikins, “‘The White Version of Cheating?’ Ethical and Social Equity Concerns of Cognitive
Enhancing Drug Users in Higher Education,” Journal of Academic Ethics 17, no. 2 (2018): 111,
https://doi.org/10.1007/s10805-018-9320-7

508 Ajkins, “The White Version of Cheating? Ethical,” 111.

0% Artemios Pehlivanidis, Katerina Papanikolaou, Areti C Spyropoulou and George N Papadimitriou,
“Comorbid Attention-Deficit/Hyperactivity Disorder in Adult Psychiatric Outpatients with Depressive
or Anxiety Disorders,” International Journal of Psychiatry in Clinical Practice 18, no. 4 (2014): 265-
271, https://doi.org/10.3109/13651501.2014.941878

510 Sahakian and Morein-Zamir, “Neuroethical Issues in Cognitive Enhancement,” 533.
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oLYVE dNUoVPYEITOL OYETIKA LLE TN S1AOECT POPUAK®OV Y10 TNV EVIGYLON TNG YVOONG,
) Bertioon Tov cLVIGHNUOTOC KOl TNG EKTEAEGTIKNG AtTovpYyiag, ivarl n ThavotTTa
aHENONG TOL YAGUOTOS EVKAIPLAOV HETAED TOV TAOVGI®V KOl LOPPOUEVOV ATOU®V (TTOV
etvar meptocodTepo mOovO vo (NTNoOLV Y. OVTIKOTAOMATIKG Kol OlEYEPTIKA MG
evioyvon) Kol TOV QTOYOV Kol AYOTEPO HOPPOUEVOV oL dev Ba £xovv TNV dwn
Suvardmra.® Ta vyw] dropa pmopel vor e&avoykaloviat amd KOWVIKG 13pOLOTO Vo
TA{pVOLV TETOL PAPLOKO DCTE VO, AEITOVPYOVV KOAVTEPQ, T OTOln G ETaKOAOVOO
umopel va emTpEYOLV, 0ALY 160G EUTOdICOVY TO VYL ATOUA VO ATOKTHGOVY KAAVTEPT
nOuM avtokatavonon kot avtovopia. Ilpénetl va deaybel eumeipikn Epevva yuo va
dtevkpvicBel Oyt LOVO €4V OVTA TOL PAPLLAKO TPOTOTOLOVV 1} Ol TOAVTAOKES YVOOTIKEG
dwdwaciec vymAdTEPNG TAENS, OAAL KOl TG UTOPOVV v OAAAEOVY OMNUAVTIKEG
avOpamveg apeTéc OTMG N evovvaicinon, n MO GLALOYIGTIKT, 1| SNUOVPYIKOTNTA

KO ToL KivTpal o€ vy dropa. 512

Yrdpyet epeuvnTikn Tpocmafeia Tov GToYEVEL TNV PeATioon ™S TPOYvVMONg
TOV TOAVYEVETIKOV KIVOUVOV GE OAOKANPO TO YOVISI®LO, TOV GUYKEKPIUEVOL Babpov
VONUOGUVIG KOl TOV KOVOTATOV 6TOV aOANTIGHS. AveEdptnTa amd 10 av 1 EMA0YY
euPpdov yio vynrotepo 1Q eivar oto oTdd0 ™G TOAVOTNTAG, O YEVETIKEG OOKIUES

EMTPEMOVY OLO Kat 7o okpiBeic TPoPAEVELS Yo T avOpOTIVAL YaPAKTNPIOTIKA. oL

Emedn ot yvootikol evioyutéc avapéveral va xpnoyorotn 0oy katd Kopov and
eoutntég Kou pobntég, Oa vdpet icwg avabedpnon g a&iog g mpoonddeilag, Tov
petd tov 18° aidva Katéyxel avtoteA] agio. Xyetikd HE TIG QLOIKES SEEIOTNTEG TV
TV 1 TPAOTN Bedpnon Nrav, PHEcm NG SBACKAAING, AVTEG VO EVTIOTIGTOVV KOl VoL
avadeyBovy kaBodnydvTag Ta Tadd va TG avartvEovy 660 ftav dvvatodv. ‘Hrov pia
4

PUGLOKPATIKY KOl  OPIGTOKPOTIKY  moudaymylky mpocéyyon.”*  Ymipye

OSIUPIGPATNTN GIOWN Yo [id GUGIKY avViGOTNTA oTIC deE10TNTeg Ko ToL TaAévro. >t
Metd tov 18° andva vpEe pia véa o ontiky), Bewpdvtog 4Tt 1 KANpovopKoT T

KOl TO. QUOIKA TOAEVTA deV MTtav avtd Tov giyxe ™ Papvvovoa onuacio. H a&ia dev

511 Hyman, “Cognitive Enhancement: Promises and Perils,” 597.

%12 Sahakian and Morein-Zamir, “Neuroethical Issues in Cognitive Enhancement,” 533.

513 Carolyn Riley Chapman et al., “Genetic Discrimination: Emerging Ethical Challenges in the
Context of Advancing Technology,” Journal of Law and the Biosciences 7, no. 1 (2019): 2,
https://doi.org/10.1093/jlb/Isz016

514 Ferry and Vincent, T: eivai 0 av@pwmog, 48.

515 Ferry and Vincent, T: eivai o 4vOpwmroc, 49.
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Bprokotov 6to ERELTO TOAEVTO, OAAA otV Tpoomdleia mov kabe moudl KatéParle,
TPOKEEVOD Vo EMTOYEL £vol amoTédespa. Avtd mov elye alia nTav 1 dtdpoun péypt
10 610%0, N TeWapyio Kot 1 epyacio, ot omoieg o SLUOPPOVOY TNV TPOCOTIKOTN T
T0V Tond100, aveEapTo omd to amotédecpa.”® Mmopel ) uéypt Tdpa evioyvon pe
QLOIKG HECO N LE GPOVTIOTNPLOKE LaBNUOTO Vo ONOVPYEL OVIGOTNTEG, OAAG LE TN
QOPUOKEVTIKN evioyvon THavOV va vITapEel PG GAANG TAENS OVIGOTNTA, CTEPMDVTUG
omoladNTOTE dLVOTOTNTA OO OLTOVS OV JEV UTOPOLV Vo EYOVV TTPOGPacn oTa
eappaka. Evag dievfuvtig mov epydletol eVTaTIKA £YEL TNV OLKOVOUIKT SUVATOTNTO VO
ThpeL Eva «EELTVO YOI PETOED dVO GLVAVTNGEWV OALG eival TOAD OVGKOLO VO TETVYEL
T0 1010 OMOTEAEGUO WPE TOVG KAMGIKOUG TPOMOLG evioyvong, Ommg o Vmvog N 1M

amopvnuévevon.>t

O1 310pOopES OTIC YVMOOTIKEG KAVOTNTES TTOL UTOPE v ONULovpyNBovV e Tovg
YVOOTIKOVG EVIGYLTEG UMOPEL VO OVTILETOMIGTOOV [E TNV apyn NG Spopds tov
Rawls. O Rawls ewodysr avty v apyn, Oeopdvtag v dlavour] TOV QUGIKOV
de€lomtov o¢ Koo kepdiato. Exeivol pe cuykpiotpeg 6e&10tnteg Ba £xovv mTapOUoLeg

guKaLPieC Ko TPoTEivel i oxptBodikoun 1o Ta gVKOIpIHOY. e

516 Ferry and Vincent, T1 eivai o avOpwmog, 49-50.

517 Dresler, “Hacking the Brain: Dimensions,” 1142.

518 John Rawls, Gcwpio e Aikarooivig, enipetpo Kovotavtivoc Hanayewmpyiov, prep @ikmmog
Boowoywvvng, (Adnva: IToAg, 2010)
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Kepdaiao 8. Enidoyoc

Agv vrapyetl kopio apeiorio 0Tt peydro pépog g Pertioong e onuociog
vyelag opeidetonr otn Pektimon tov cuvOnkodv Owfimong, otV TOOTIKOTEPN
JlTPOYPT), OTO OTMOYETEVLTIKA OIKTLA, OTA TPOYPAUUATO EUPOMACUDY Kot GAA®V
emtevyudtov pe avtavakioon otn onpocto vyeio. EmmAéov, ot kdpileg attieg twv
oVYYPOVOV AGHEVEIDV TOL TANTTOVV TOV OVOTTLYUEVO KOGHO otov 21° aumdva, dnwg o
Kapkivog, 1N KatdOAyn, 10 OTpPEG, O OWPNTNG, €YOVLV TOAAL GULUTEPLPOPIKH Kol
nePPOALOVTIKG aiTio, OTMG M VIEPKATAVAAWDGCT TPOYEPOL PayNTOV, 1| kKabloTiKn (o1
Kot To Kamviopo. Eve ot kabnuepvéc pog ouvnbeteg kot cupmeptpopés ivat mpdypott
TApAyovteg KvoOvov Yoo avutés Tic acbéveleg, amd Tn otiypr] mov 1 achéveln
dwytyvooketar M Ogpaneio yiveton avaykaio. Zvvenmg, n mpod®Onomn g vyeiog Oa
TPENEL VO TEPIAAUPAVEL EKTOC OO TNV €EATOMKEVUEVT] WATPIKY, £VO. GUVOLOCUO UE

TOPEUPACELS OTIC EMIKIVIVVEG GUUTEPIPOPEC KOl GTOVGS TEPIRBAALOVTIKOVC 6THYOVG. >

Ot xowomvikol mapdyovieg mov kabopiCovv v vyeie eivar icwg ot

ONUOVTIKOTEPOL, AOY® TOL POLOL TOVG 6T GLVOAKOTEPT BerTicoomn Tov emmédov {ong

LLOG.

Ta kowovikd {ntmpoto Tov ennpedlovy Tov Topéa TNG VYELNG vl TOAVTAOKO.
[Ma moapdostypa, n dtatpoen, n madeio, ot cuvOnKkeg daPimwong, eivor pepikoi Topeic,
Beitioon tov omoiwv, Bo PUTOPOLGE VO HEUDCEL TIG OUTAVES Yo TNV VYELOVOLLIKN
nepiBalym, ovédvovag TanTdpova To eminedo vysiog Tov TANBLeHoY.%20 Asv vITdpyEt
apeBoria 4tL Kuplwg TEPIOTAGELS EKTOG TNG VYELOVOUIKNG TEPiBalyng KaAlMepyohv 1
BAdmTouy v vyeia. Ymapyetl évag xaptng Tov Hetpd mov delyvel T0 TPocsdOKio (o1
oV Apepikn. Amo 1o ké€vipo tov Mavydtav éog to Noto Mrpove ot Néa Yopkn,
10 TPocdoKo Cmng petdvetar kotd 10 ypdvia: 6 univeg yio kébe Aentd oto PETPO.
Meto&d tov Zikdyo Loop ko g ovtikng mAevpdg g mOANG, 1M dweopd ©To

TPOGdOKILO givan 16 ypdvia.®?t Ot kotvmvikootkovoutkol Tapéyoveg emnpedlovy Tov

%18 Licinio, “Pharmacogenomics and Ethnic Minorities,” 1.

520 Gail Wilensky, “Addressing Social Issues Affecting Health to Improve US Health Outcomes,”
Journal of the American Medical Association 315, no. 15 (Apr 2016):1552,
https://doi.org/10.1001/jama.2016.3863

521 Donald M. Berwick,“The Moral Determinants of Health,” Journal of the American Medical
Association 324, no. 3 (June 2020): 255, https://doi.org/10.1001/jama.2020.11129
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kivduvo Kapkivov tov paoctov. ['a OAeg TiIc QuAeTIKEC/eBVIKEG ouddEC TOL TOGOGTA
EUOAVIONG Kapkivov TOL pooToh TElvOLV v ovvdéovion Oetikd pe TNV

KOWVOVIKOOTKOVOLIKTY KOTAGTAG). %22

To yeyovdg 011 1 yevetik ovvBeon Kabopilel, ekTOG amd v evaucnoia ot
v6G0, TNV avVTOTOKPLON OTN QOPUOKEVTIKY Ay®YY], GE GUVOVOGUO LE TNV KOTOYPAOH
TOV TOPOAAAYDV TOL OvVOPOTIVOU YOVIOIOMOTOS, Oo emTpéyel TV  avamTvén
OepamenTiK®V EMAOYMOV e YEVETIKN Pdon divovtag T duvaTdtTnTa OTIC ETOPEEG Vo
avamTOEOVY OGPAUAESTEPO KOl omoTELESHOTIKOTEPO pdppaka. H paydaio e£EMEN ot
QOPUOKOYOVIOI®UOTIK) B 0AAGEEL TNV TPOKTIKY TNG OTPIKNG, TOPEYOVTOGC

sEATOMKEVLEVT TPOGEYYIoN otV Ospaneia yio k6Os acOevn.>?3

H poppoxoyovidiopatiky, 1 YOVIOLOUATIKN TPk, 1 WTpikn axpiPeiog kot n
eCatopkevuévn oTpikn, avapévetal vo aAldEovy plikd tov TpOmo AoKNoNG NG
TpKNng 6mwg ™ yvopilovpe ta tedevtaio ypovia. To peydia dedopéva, n teXVNTy
vONUooOVI|, evompatavovtal otnv (o1 pog kadnuepvd, yopig to katarapaivoope. H
(QOPLOKOYOVIOIOUOTIKY, UE TOV EAEYY0 MEYOA®V TANOLGUIOKOV OpddV Kol TNV
aviyvevon  OEIKTOV  LWOCYETOL VO oG  €EACQOAICEL  OCQOAECTEPES Kol
OMOTEAECUOTIKOTEPEG POPUAKEVTIKEG AYOYEG. Mia GEPE amd GOUATIKG KOTOANKTIKA
VOGT|LOTO. TTOV OPOPOVV, ELTVYMG, MO HKPY peoymeia, Umopodv va £XovV Ho
Wwitepa koA €EEMEN. Xe éva chHVOLO YUYLOTPIKOV VOST|ULAT®OV OV OPOPOVYV,
SVOTLYMG, £VOL LEYAAO KOUUATL TOL TANOVOUOD 1 GTOYELUEVN AY®YT] OVOUEVETOL VO

aAAGEEL TNV Lon avTdV TOV ovOpOTOV.

Ye auT0 1O TAOIGIO KOU e TNV oVAyKN GLUUETOYNG VYOV Kol UEYAA®V
TANOLVGUAOV GTIC PUPUOKOYOVIOLOUATIKEG EPEVVEG Y10 VO UTOPEGEL VO EKONAMGEL TO
SuVOUIKO TNG Kol VO TPOYHOTOTOMoEL T0. OG0 VIOGYETOL, 1 ovyKoatdBeon oTig
epeuvNTIKéG mpoomdOeleg potdler va amotelel TPOYOTMESN, HECH UG SVOKOANG
dwdkaciog evnuépmong mov dnuovpyel, diymg vOnua TOAAES POPES, EMPLALEELS
oToVG ovppeTéyovies. H Aehoyiopévn 01aktvohveuon Katd T GUUUETOYN GE TETOLOV

€l00Vg £pevveg LTOPEL VoL ATOPEPEL TEPACTIOL OPEAT YL TV KOWV®VIM, IE VO EALAYLOTO

522 Steven S. Coughlin, “Social Determinants of Breast Cancer Risk, Stage, and Survival,” Breast
Cancer Research and Treatment 177, no. 3 (2019): 537, https://doi.org/10.1007/s10549-019-05340-7
523 Barkur S Shastry, “SNPs and haplotypes: genetic markers for disease and drug response (review), ”
International Journal of Molecular Medicine 11, no. 3 (Mar 2003):379,
https://doi.org/10.3892/ijmm.11.3.379
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K60T0G Yo To dtopo. Omme Ko €dv kdmow oTiyun £xovpe OepamevTikés aymyEg 1
TPOANTITIKEG OYMYEG LE EVTLIMOIOKN OTOTEAECUATIKOTITO KOl OGYEOOV UNOEVIKEG
TAPEVEPYELES, 1| ANYN TOVG amtd Tov acbevi 1 Tov vVToYNELo acbevy {om¢ vo yivel
EMTAKTIKN YOPIg va yperdletor  cvvaiveon tov. Kot ta dvo avtd PéPaia oe éva
taitepa avotnpd NOKO Kot vopuko TAEypa eAEYXov. Ot EQLOATIKEG KOTAOTACELS TOV
énoav avBpwmotl 610 TapeAdOV yiati dev poTONKAV Yio 1TpIkég TPAEELS KoL OeV lyov
70 JIKOU®UO Vo GLVOIVEGOVVY 1 VoL apvnBovV, dev Tpénet vo emavaAn@Bovv. Agv mpémet
OLLMG VO OPTIGOVLE TNV EVVOLNL TNG AL TOVOUING VO [LOG TAPOGVPEL GE L0 OTOULKT] OTTTIKY|
HE EMPUVAAEELS, OVOCPAAEIEG Kol EAAELYT] EUMIGTOCHVNG, VO LG GTEPNGEL, UECH OO
AOIKALOAOYNTEG OPVNOELS, BE®P®VTOC OTL S1OPVAGGGOVE TNV CLTOVOLID [LOG, TN XoPA
VO OOKTHGOVUE KOADTEPN Lyela. Agv éxovpe To NOIKO dkaiwpo vo aro@acifovpe
uévo pe Baon tig embopieg kot tovg POPovg pog, {OVTag o€ o Kowmvia 6Ty omoia

1 EMPPOT] TOV EVOC GTOV GAAO £XEL KOTAALTIKN onpacia Yo Tig {wég OAwV.

‘Eva dwoiopo vrookeMlgton 0tov nOikng @vcewg Adyot, ot omoiot €yovv
peyoAvtepn Papvtnra yio v nOwm Bewpio mov avayvepiler to dikaiopo ovtd,

emPEAALOVY Vo U1 S0GQOAMGTEL 7 vaL PV yivel oePactd.>?

Av glvar 6To ¥€pt HoG Vo amoTpEYOLHE KATL Kok Tov Bo pmopovoe va cupPet,
yopic va Bucidcovpie kdtt avtictoymg nOmg a&iag, Tote Exovue v NOKY| voypéwon
va 10 Kavoovpe. To 6t €govpe v NN vroypéwon, Oyl va TpowbHGovue TO KOO,
OAAG VO AmOTPEYOVLE TO KOKO, Ywpic va Bucidcovpe KATL 01KO pog avaioyng nOwkng

a&iag, stvar pa adtapenofiTnTy N0y apy.>>

524 duwnev Moovidne, Yaép tov Adéovrog, Adokiua Hpaxtixiic Piiocopiac (AOva: Exkpepéc, 2007),
123.

525 peter Singer, “Famine, Affluence, and Morality,” Philosophy and Public Affairs 1, no. 3 (1972):
229-243, http://www.]stor.org/stable/2265052
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