- Publishing

Bioethica

Vol 5, No 2 (2019)

Bioethica

—
! H“.I ‘Dare not to know’: the right not to know genetic
| Qﬁl information
" i
Kostas Koukouzelis (Kwotag KoukouleAng)
doi: 10.12681/bioeth.21576
2019 = Tdpog 5 = Tedyog 2

2009 & Yolume 5 ® [ssue 2

Copyright © 2019, Kostas Koukouzelis (Kwotag KoukouZgAng)
BIOHOIKA
O
BIOETHICA B

This work is licensed under a Creative Commons Attribution 4.0.

Bon B

BioEthicz Comimizzion

To cite this article:

Koukouzelis (Kwatag KoukouZgAng) K. (2019). ‘Dare not to know’: the right not to know genetic information. Bioethica,
5(2). https://doi.org/10.12681/bioeth.21576

https://epublishing.ekt.gr | e-Publisher: EKT | Downloaded at: 26/01/2026 18:23:14



| BIOHOIKA

T ey HAektpoviko Meprodikd tng EBvikic Emtpornrc BlonBikng

Npwtotuneg Epyacieg - Original Articles




NMpwtotunn Epyaocia

«TOAMNOE va pnv yvwpiletg»: To SiKalwpa otV Ayvolo TWV YEVETIKWY
nAnpodoplwv

Kwotag N. KoukouléAng

Enikoupog KaBnyntnig, MMZ «BlonBkn» & Epyaoctrplo BlonBikng, Maverotiuio Kpntng, HpakAeLo.

P4 koukouze@uoc.gr

Hepiinyn

H epyocia @rlodolel vo cvvelopépel oty culnnon mepl Tov SIKOUMOUATOS GTNV Gyvola ToV
YEVETIKOV TTANPOQOPLOV. Av Kot €va TéToto dikaiopa avayvopiletal oe po oelpd KEWEVOVY, OVTE 1
aVOyVOPIoT TOV, OVTE 1) KOVOVIGTIKY Tov Bgpeiiomon eival mdvtote cagng N kowd amodekt. A@ov
TOPOLCLIC® M0 GEWPE omd  emMyEPNUOTA KAt TNG OgueMmong kol avoayvopiong €vog TETO0V
dkadpatog Oo TpooTafNo® Vo TPOGPEPM Lol TEIGTIKY] KOVOVIGTIKY| Oepedinon. v mopeio Tpog kTt
tétolo o vmoompitm Otl, ot mEpwT®oE Omov TiBevtar (NTAHOTO  OTOKAALYNG  YEVETIKMV
TANPOPOPLOV OTd TG YEVETIKESG eEETAGELS O€ VYlelG evnAikovg, £va TETOl0 dkaimpo LTOopEl Kot TPEMEL vaL
OepeMwbel KAVOVIGTIKG TAV® GTIV AVTOVOUIO TOL TPOSHTOV Kol TOV GEBacUO TPOS TOV 11®TIKG ToL Bio.
O yevetkég mAnpoopieg, Otav avokOmTovy Wiaitepo g Tuyaio evpNUATE YEVETIKOV £EETAGEMY, dgV
€xovv, TIG TEPLGGOTEPES POPES, TNV amapaitnn PefordTnTa, 0ALL amoTeAoVV poviya mOavOTNTES, EVO
Kdmoteg opég dev PonBovv Otav dev vrdpyet dabéoiun Bepamneia yia pia yevetikn acOéveia. O cePacuoc
6710 TPOGMOTO KOl TOV WIWTIKO Tov Bio Kab1oTA TEAOG TNV YEVETIKY] GUUPOVAELTIKY] EEAPETIKG CNUAVTIKTY,
VTG TIG TOPOVGES GLVONKEG,.

Aégerg KAeWOLA: Akaimpo 6TV dyvolo, YEVETIKY] TANPOQOPIN, YEVETIKT YVAOGCT], TUXOI0L EVPTLLATOL, TANPNG
aAANAOVYLION YOVIOLOUATOG, NOWKO KaBNKOoV, avuTovouia, WIOTIKOTNTA, LUTPIKOS TOTEPVAAIGUOS, YEVETIKN
GLUPOVAELTIKT).
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‘Dare not to know’: the right not to know genetic information

Kostas N. Koukouzelis

Assistant Professor, Graduate Program ‘Bioethics’ & Bioethics Lab, University of Crete, Heraklio, Greece

HMepiinyn

The paper aims to make a contribution to the ongoing discussion regarding the right not to know
genetic information. Even though such a right is currently acknowledged in a series of legal documents,
neither its recognition, not its normative grounding is always clear or unanimously accepted. After
presenting a number of arguments against the right not to know, | will make an effort to offer a persuasive
normative grounding. During the course of this effort | will argue that when there is a case of available
genetic information regarding especially healthy individuals, such a right should be normatively grounded
on autonomy and respect for the person’s privacy. Genetic information, especially when comes up as
incidental findings, does not carry, most of the times, certainty, but involves probability. In other
circumstances genetic information is of no use to the individual, because there is no treatment available at
the time. Finally, respect for the person and her privacy makes genetic counseling of great importance,
under current circumstances.

Keywords: Right not to know, genetic information, genetic knowledge, incidental findings, whole
genome sequencing, moral duty, autonomy, privacy, medical paternalism, genetic counseling.
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I. Evoaymyn

«Ymapyet «OTL  pOVOOIKO GTO  TPOYPOLLLLOL
YOPTOYPAPNONG TOV AVOPOTIVOL YOVISUDLATOC
Kot ovtd dev eivar PePaiog M mpoomhbeia
AVOKOAOYEMG TNG aAnOstocy

«H 1atpikn| emotun €xel kdvel 1060 TEPAGTIO
pd0do, €161 MOOTE €lvol QUEIGPNTOVUEVO €AV
éxet petvel kamowo avOpdmvVo oV mOL va
Bempeitar amoADTMG VYEGH

Aldous Huxley

To mpdTO PEPOS TOV TITAOL TOL AV YEIPOC
Kkewévou tomg Bopioel oe KAmoOl0VE TV YVOGTH
npotporny tov Immanuel Kant and 1o £pyo tov
«Amoxplon 6TO EPAOTNHOL: Tv glvan
AQOTICHOG», «TOAMUNGE Vo Yvopicelo» (sapere
aude), o epaon mov cLVOYIlEL OPLGTOTEXVIKA
TO TVELUA TNG EMOYNG TOL ALLPOTIGHOV, OV KO
dgv avtiotoyel, Omwg Oa dovue, oe kbhbe
EMUEPOVG TAOT tov0.2 H KovTiovn Olotdnmon
amotelel GLVEXEW TOL IGLOO0EOL  OpApOTOg
HePIdOC TOL VEMTEPIKOTNTAS, 1| oToia EPAeme OTL
N mpododoc TG emotnung o odnynost otnv
avakaAvyn ¢ aAnbwng edong OAwv TeV
TPOAYUATOV, TOV QUTIOV TOVG HE GULVETELL TNV
devpovvon TV opiwv g owepwn(')mwg.3 [Na
tov Kovt dgv elvar amoAdtog capég Ot m
TPOTPOTY] 7oL ameLBVVEL aPopd Hio TETOLOV
gldovg yvaon, kabdg yio Tov 1010 1 TPOodOg TG
EMOTNUNG dev odnyel amd povn G Kol 6TV
NOwn mpdodo. Tt gldovg yvmdon vrovoegitor otV
KOVTLOVY|] TTPOTPOTTY), TOLOG ELVOL O TLPNVOG AVTNG
Kol o€ TU OKPPOG OovoeEPETOL O KOVTIOVOG

! Annas G. Mapping the Human Genome and the Meaning
of Monster Mythology. Emory Law Journal 1990, 39:639.

2 Kavr 1. Amoxpion oto gpotnua: Ti etvar Atapoticpdc.
In: oto Kovt | Aoxipo, eo.-ptep.-oy. E.IL
TTonavovtoog. Awdmvr, Abnva, [1874] 1971: 42.

3 Sroyeia authg TG Mo10d0ENg vemtepikdTTas Pploket
Kavelg evielmg evdeiktikd oto Bacon F. Néa Athavric,
ptep. I'. Kovdding, Metaiywo, A6Mva 2007, kot apketd
apyotepa 010 £pyo tov Kovtopoé. Xyediaopo ywo Evav
IOTOPIKO TIVOKO TOV TPOOS®V TOV avOpOTIVOL TVEVLLOTOG.
prep. Xopdoid N., emyp. AvAdaun X. I, Abnva,
[1795] 2006.
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JeOTIOHOG; Ba  aeno® ovtd 10  {fTHO
TPOSMPIVE KaTd HEPOG Kot Oa emavéEADm povayo
o010 TéAOG, OTov Bo €youv TOPOLGLOCTEL TOL
{nmpota mov tibevtal and 10 Pacikd TpOPANI
mov 6Oa pe oamacyolost €d®, OmAady 1
avavopevn  mopaywyn kKot owdbson TV
TANPOPOPLOV CYETIKA HE TO YEVETIKO WOG
vofabpo.

H ¢pevva Wwitepa oto medlo g
YEVETIKNG KOl TPOCQOATO, GTO TENIO NG UEAETNG
TOV avVOPOTIVOL YOVISIOUATOG €xEl TTEPITAELEL,
KOTA TNV yvoun pov, apketd ta mpdyuota. H
EMOTAUN €xel eTdost 1 TANGLAlel oV TANPM
YOPTOYPAPNON TNG 0AANAOVYiaG TOL avOpOTIVOL
yovidiopatog  (WGS —  Whole  Genome
Sequencing), to omoio  omoteAel o
gpyaotnplokn Sodkacics Tov Oev TPEMEL VA
OLYYEETOL LE TO OMOKOAOVUEVO TPOPIA M|
anotvnopo DNA, to omoio kabopilel povo v
mBovotnTo. OTL TO YEVETIKO LAMKO TPOEPYETOL
amd €vo Atopo 1 Opado Kot Ogv  mEPLEYEL
npochetec  mANpoopies, aEOL  APopA  Un
eEPUNVELUEVE  YEVETIKA  dedopéva.  Avrtibera,
egpunvedovpe  ta  yevetikd  dogdopéva  Otav
emBopodpe mepaTEP® va. Ppovde KATL GYETIKA
pe T dropa amd to omoio eAnedn ostypo DNA,
omwg otav 0élovpe va mpofodue oe  po
duyvoon 1 va aviyvedcovle TPodlabEceEl e
acBéveleg. Xe avtd 10 onueio M Sudkpion
OVOLECH GE «YEVETIKN] YVAOON» YEVIKOG Kol
«yEVETIKN TANpoQopion £xel Waitepn onuacia.
H «yevetu yvoon» elvolr onpéconn kot
OVOQEPETOL, OVAUESO OE GAAM, OV €V YEVEL
aAANAOOpooT TtV yovidiov KOl TOV
wepPAAAOVTOC, OAAG KOl oTNV QUON KOl TO
OTOTEAEGUOTO TNG YEVETIKNG TOKIAOLOPPIOG.
Avtd Oumg TOv €YEL OVOUOOTEL «YEVETIKN
nAnpogopioa»  agopd TV elarouixevuEvn
AVTANGCT EPUNVEVUEVOV YEVETIKOV OEOOUEVOV
GUYKEKPUEVAOV TPOGAOTMV, T, 0Ttoto oyeTilovtal
aKpPOG PE TIG YEVETIKEG OYECELS, TNV KATOYMYN
1 v mpodiideon ot acbévees. Lo péAAov TG

* T wa dagotiotiky culhmon mepi g evong g
KYEVETIKNG TANPOPOPIOG» KOl TNV SIAKPIOT| OVAUESH GE [N
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eEOTOMKEVUEVIG  WOTPIKNG, TO. OEOOUEVO. NG
TANPOVS OAANAODYIONG YovVidiwpoTog Oa eivar
ONUOVTIKO gpyoAeio Yoo TNV KOO0 YNTIKN
Oepamevtikn eméuPaocn N ™V TPOANYN HECH
YEVETIKNG GUUPOVAEVTIKNG. H TANPNG
aAANAODYION TOV  YOVIOIOUOTOG EXEL  GOPMDS
peyaAn onuacia ywo v €pguva oty fdon tov
YEVETIK®V TAONCEWV, EVO £YEL TN SLVATOTNTO VO
QTOKOADTTEL Ho peyaAn TOGOTNTA
TANPOPOPLOV, Ol OTOlEG €Ml TOV TOPOVTOG OEV
elval TNPOG KATOVONTEG KOL  OTTOTIUNOLLEGS,
umopel o€ va unv givor kov KAVIKG Yp1OLUES GTO
Todl KOTA TN SLAPKELD TNG TOUOIKNG TOV NAKIOG.

H yxprion g mnpovg xaptoypapnong g
aAAnAovyiog Tov avOpOTIVOL YOVISIOHATOG BETEL
GTNV KOVTLOVY TPOTPOTH Y10 YVAGT, 6ToV Paduod
BePaing mov o Kavt avtilapPaveror mpdypott
TV WPOTPOT] 1TOV ®G OFAY TPOTPOTN
dlevpuVoNg TOV OpimV NG YVAOONS TOV OLTLDV
TOV QUIVOUEVOV, VEEG TPOKANGELS, TPOKANGCELS
mov PAEmovpe vo  avoadvovtalr o€ avTd 7OV
ovopdlovpe «yevetikn mAnpogopion. Mo amd
TIC TPOKANGELS £pYETOl OO TO OMOKAAOVUEVO
«WOIKolopo oty Ayvolo»  TOV  YEVETIK®OV
mnpoeopidv. Eivar dvvatdv va avayvopiletot
éva, dwkaiopo og kdmowov vo amopvnOel v
evkoipia mov pmopel va. OMGEL 1 YVAGCN TOV
YEVETIKOU TOL VIOPdOpov, Oxt pdévo vy va
OlOMIOTAOGEL amd 7OV TPOEPYETAL, OAAAL, VLTO
0poUEVEG TPOVTOOEGELS, VA GYedAGEL TO LEALOV
TOL pHE MEYOADTEPM okpifelo Ko emTvyio ™G
TPOG TOVG GKOTOVS TOV;

I1. To «dwkai®pa 6TV Ayvoro»

Xe avtd 10 mAOiclo, pEYOAO, KOTh TN
YVOUN POV, VOlaQEPOV amd TNV Amoym TNg

EPUNVEVUEVEG KOL EPUNVEVUEVES YEVETIKEG TANPOQOPIES
BA. O’ Neill O. Avtovopio kot gpmictocvvn ot Blonon.
ptep. Apitcag 0., emp. Xatinuovong A. Exddoeig
Apoevion, Adfva, 2011:129-146. TIpPA. eniong Thompson
AK., Chadwick R.F. (eds.) Genetic Information: Acquisi-
tion, Access and Control. Kluwer Academic, New York,
1998.
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Bionbikng, €xst mn ovlpmmon  yw  TO
OTOKOAOVIEVO KO ««OKOIMUO oTNV dyvo1a>>.5
Av kot yivetonl avogopd GE€ OVTO GE L0 GEPA
VOUK®V  KEWEVOV, VLIAPYEL OKOUN UEYAAOC
YOPog Y ocvlnton Kabdg, kot AOY® TOV
TPOKANGE®MY OV HOMG OvoQEPaLE, OlaTnpeiTol
L0 CUOVTIKY ap@iofftnon o€ 0, Tt apopd
OepeMmoon Tov MOKE Kol KovovioTikd.” Xto
vopukd keipeva Bo avaeepd povaya evOsIKTIKA,
KOl LE GKOTO VO TOVIC® TOV TPOTO AVOyVMPLOTG
Kol OlTOIOONG TOL €V AOY®  SIKOLDOUOTOC,
epocov  avtd avayvopiletor ¢ tétoro. H
European Convention on Human Rights and
Biomedicine oto Kepdhao «Idiwtik Zon Kot
Awaiopa ITAnpoedpnonc», apbpo 10, map. 2
npoPAémel OTL. «0 KaBévag €xel To dikaimpa vo
yvopiler kdbe mAnpogopioc mOL GLAAEYETOL
oxeTwkd pe v vyeio tov. Evtodrtolg, ot
embopieg tOv atopov  vo  un  yvopilovv
Aopupavovtar  vmoéym». Xto  dpbpo 5C g
Moxnpoéns e UNESCO yio 10 AvBpamivo
Tovidiouo. mpoPAémetor 6TL «to Owaimpo KaOe
atopov va aroeacilel dv Oa mAnpopopnOei ta
OTOTEAEGUOTO LOG YEVETIKNG €&étaomg Kot Tig
OULVETELES TNG TPEMEL VO, Yivetar oeBaotd». XT0
apBpo 7d g World Medical Association
1981/1995 mpoPArémeton 6t «o aobeving €yl To
dwaiopa oe  dyvowo petd omd O TOL
OmoiTtnNom, €KTOG KL av TOUTO &lval amopaitnto

® @41 TOV OPO «SIKOHIOUAY EVTOC EIGOYOYIKGOV, KOOGS eV
0o emBopovoa , TOLAdYlGTOV ©E OVTO TO GTASI0, VO
Bepnow dedOUEVO OTL UTOPOVLE VO LLIAGUE OVTOG Yol vl
dwaiopo. ITpPA. MacDougall R. Rethinking the ‘Right
Not to Know’. Monash Bioethics Review, 2004, 23 (1):
22-36.

® Akéun ko oty mEvyph EAAvikn Piproypagio pmopei
kaveig va Bpet avtn v culitnon. Ta e Spueio kpirikn
o010 dwkaiopa oty dayvolo PA. INpotomamaddkng E.A.
KAiovomoinon kot  Buonbwr. Tlamolnong, A6nvo,
2013:101-136, evd yio. pio, KAm®E SI0TOKTIKY VIEPAOTION
tov PA. Xopuavomoviov M.K. H diutepodotnto g
YEVETIKNG TANPOPOpPiag Kol To dikaiopo otV dyvota. In:
Koavelomovlov-Mnotn M., Tlavayomoviov-Kovtvatln
®. (emp.), Brombwol IIpoPinpaticuoi 1V: Aedopéva
Yyetog wor Ieveticd Aedopéva. Tlomalnong, ABnva,
2019:279-299.

KoukouléAng K. / BionSika 5(2) SentéuBptoc 2019



Original Article

v TNV Ttpootacio g (mng kdmotov dAlov». H
2oupoon  tov  Oficdo  (v.  2619/1998)
Katoyvpmvel oto apBpo 10 mop. 2 éva
«Kaiopo dyvolag», To omoio Kot akoAovbei M
dwtdmwon tov apbpov 11 map. 2 tov Kwdika
lotpikne Aeovroloyiag (v. 3418/2005): «2. O
wTpdg oéfetar v embopio TOV oTOHOV TO
omoio EMAEYOLV va. UV eviuep®OovV. .. ».

Avto mov Oo pog omacyoANcEl €00 dev
glvor 10 dwoiopa dyvolag tov acbevois, 1O
omol0 OmOTEAEL OLGLUCTIKA TNV OPVNTIKN OYM
TOL JIKOIOUOTOS TNG EVNUEPOONG, OAAL TO
{nmuota oLV aEOPOVV  TO  TACIGIO  TOV
YEVETIK®OV €EETACEDV TPOANTTIKOD YOPOKTNPO,
ONAOdN YEVETIK®OV EEETACEWMV TOL dlEVEPYOVVTAL
ce vyl dropa kor Oyt o€ acbevels Ko To
OOTEAECUATO TV OTOIMV EVOEYETAL VO EXOLV
pikpn Bepamevtikn atla v tov e€etalopevo.
Ed®, otov avtimodo TOL JSIKOUMUOTOS OTnV
dyvow Oev Ppioketor to dwaiopo otV
evnuépmon, OoAA M vmoyxpéwomn otV
evnuépoon. To {nmua tiBeton €tot d16TL €va
«aiopo otny dyvoloy d0vaTol Vo EPYETAL OE
cvykpovon gite pe mbavd KabfKovta TPog Tov
eautd €ite pe kobnKovia mpog GAAL TPOCHTO.
Mo mapddetypa opeilel éva TpOGOTO TOL £)EL
avénpéveg mBavoTTEG VO gUQOVIcEL GoPapn|
YEVETIKY| acBévela, AOY® TOV WTPIKOV 1GTOPIKOV
G OWKOYEVEIDG TOV, VO TO OlEPEVVICEL L€
ogdopévo 0Tt VYOV GAle mpoOcoma (dvta M
péAhovta e€aptovror amd avutdv; Me Bdomn ta
TOPOTAVE KOl TAPOAO OV TO «IKOIMUO GTNV
dyvow» avayvopiletalr  pntoOE  TOPAUEVOLV
emkpioels moAoég, OAAG  epeavifovror kot
KavoOpleg. Agv givar akOUn GaEEg Tov EyKelTot
1N Bepedioon tov, TOTE Kot TMG KAUTTETOL KOL 0LV
N 7mpOOdOg OtV  YEVETIKN 10  kKoboTd

" E6vicy Emuporiy Blonfucric. ‘Exbeon yia tqv cvAkoyn
kol Owyelpion TV yeveTikov  dedopéveov. In:
Apakomoviov M. (emp.) Oéoeig  yioo  ZOyypova
Ipopinuate. Keipeva 2000-2007. 2" éxdoomn, EBviko
Tonoypageio, 2008:94.

ZL www.bioethics.gr
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owanorskeouarmé.g o exkwvno® pe TV
OvVOPOPA HI0G YOPAKTNPIGTIKNG TEPITTOONS, M
omoia. Ba Béoel avayiveo pepikd omd To
KeEVIPIKA (nTrrato mov Bo Log OmacOACOovV.

H Ale&dvopa glvar 39 €1V kol amoAT®S
VYME, OAAG M Yoyl TG elxe mebavel véa omd
KopKivo TOL HOGTOY, YU 0VTO KOl ATOPAGIGE Vo
TPOYMPNOEL O  YEVETIKEC  EEETACES Yo
HeTaALGEEG o€ OO Yyovidlo YvwoTd Yo To OTL
avédvouv 1o pioko NG €KONAMONG TS VOGOU.
Otav o ytpdc mpdopepe NV SvvATOTNTA
dtevépyelag mpocbetng e&étaong ywoo dAia 20
yovidia Tov cuvdovtal pe GAlo £10M KopKivov N
AAeEavopa  ovupavnoe. Oco  mePLoGOTEPEG
TAnpoeopiec  avIAo®,  OKEPTNKE,  TOGO
kaAvtepa. Ta amoteAéopata Opme amodeiydnkav
Kamwg avamdvieya. Telkdg oev  Ppébnkav
LETAALAEELG ot Yovidlo Y TOV KOPKivo TOL
pHootoy, OoAAG  eviomiotnke  éva yovidlo
oLVOEOENEVO e DYNAO ploko va ekdNADOCEL
Kapkivo TOv oTOpdyov. Xg avOpodmoOvg pe
OLKOYEVELNKO 10TOPIKO TETO0, VTN 1 LETAAAAEN
Bempeitar 1060 pryokivovvn mov 1 GLUPOLAN
TOV  YWOIPOV GE 0OVTOVG 7OV Ogv  €YOLV
appwotnoel givol N agaipeon otoudyov. AAAG
kaveig dev yvopilel Tt Ba pmopovoe €va tétolo
ehpnua va onuaivel yo v AleEdvopa, 1 omoia
dev €yel éval TETO10 1GTOPIKO.

H A)eEbvdpa oképtetar 6t Oa Mtov iomg
KOAOTEPQ EAV ElYE ACKNGEL TO dIKOUMUA TG GTNV
dyvolo TOV OTOTEAEGUATOV TOV YEVETIK®OV
efetqoewv.  Eivar  xdtt  tétoro mOwd
dwoaoroynuévo; Mnmog n 0 €xel kdmolov
kankov va evnuepwbel, mphypo mov Oa
kafiotovoe  AVOMOPKTO KOU TO  TOVTOYPOVO
dwaiopd ™G va unv evnuepwbel; Mnmmg o
enayyehpatioc vysiog mPEMEL, GE  ALT TNV
nepintwon, va emPdiler v evnuépwon,

8 Berkman B.E., Hull S.C. The right not to know’ in the
genomic era: time to break from tradition? American
Journal of Bioethics, 2014, 14 (3): 28-31.

® To mapddetypa amotelel Tpocappoyn pag mepintmong i
onoia avaeépdnke og dpBpo tng Grady Pollack otoug New
York Times pe titho ‘Finding Risks, Not Answers in EX-
panding Array of Gene Tests’, 2014:A17.
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ave&aptnto amd Tic embopiec g AleEdvopoac;
Opeilel vo. YVOGTOTOMGEL TNV «yVAOGCN» TOL
AmEKTNOE KOl 6TA LEAT TNG OIKOYEVELNS TNG; XTO
mopdv  kelpevo  Ba  emkevipwbd  oTIg
TEPMTOGELS, OT®G oty TG AAe&avopag, dmov
tiBevtar (ot amd TIg YEVETIKEG EEETAGELS O
VYlElG eVNAMKOVG Kol Ol GE TEPUITOOEL LE
Inmpoto mov BETOVY 01 SLUYVOOTIKES YEVETIKES
e€etdoelg MO acbevodv Kol o omoio amotTovV
Ho o oToyELIEVT NOIKN emyelpnpuotoroyio. To
aVTIKEIUEVO NG HEAETN poG Oev apopd €va
dwoiopo oty dyvoln  YEVIKDOG, OAAA, «TO
dwaiopa otV dyvolw»  TOV  YEVETIKOV
TANPOPOPLOV, EWIKA TOV TANPOPOPIOV TOV
avokOTTouy  ®¢ toyaio. evpriuato  (incidental
findings) yevetikdv efetdoewv oL omoieg
SteEnytnoav pe S1apopeTIKEG EVOEILELC.

I11. Evavtia 610 «dotkaiopa otny dyvolo

Onwg €govpe MO avaeépet, Topoin v
avayvoplon evog «OIKOMOUOTOS GTNV  Ayvolo
voiotoTon Eviovn apelopntnon ™m¢
KavovioTikng  Oepedioong  evdg  t€TO0VL
dwaropatos. Ta emyepiuota  evévtio ©to
«aiopo oty dyvoloy gival TOAMGV 10OV Kot
UTTOPOLV VO KOTIYOPLOTomBovv mg akoAoVbmg:

1. Yndpyovv xoatapyds OQEAUICTIKO EMLYEL-
pAUOTA, OV, ®G TETOW, auelePnTodv TO

{010 70 Status tov ®¢ owoaimopa. Me Bdon

avtd Aowmdv vrootnpiletor 6Tl 0 KabEVOCS

Ba M0ele M Ba Empeme va BEAeL va yvopilet

TAnpoopiec mov Ba TpoAdpuPovay v k-

oMiwon cofaprig acBévelag. H mAnpogo-

pla ev yével mpémel va emkovovnOet, 610t

avTO pmopel va PeEATIOGEL OLVNTIKA TNV V-

velo. Tov AvVOPAOTOL 1| KOl VO TOV CAGEL T

Lon. Méow TV YEVETIK®V OEG0UEVAOV TTOV

OTOKOAVTTTOVTOL TPOGTATEVETOL TO PEATIO-

TO GLUPEPOV — TPAyUa TTov givor €0A0YO

€10 Yo ToL Todd, aAAA Kot o Eva Pab-

po Ko Yo Toug svnMKoug.lo H oeshpiott-

19 Berkman B.E., Hull S.C. op. cit.
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KN Tpocéyyion dev apveitoar E0AOKAN POV
v onuoacio evog mBavol SKOMUOTOG
oV dyvola, €£aptd OU®S TNV oYL TOV
amd TIG GLVETELEC, Apol Kol TNV coPapdtnTa
TOV EMMTOCEDYV TOV YEVETIKOV TANPOPO-
plov. ‘Exer mpdypott vrootnprybel 6t dgv
UTOPOVUE VO WAGUE YloL dtKodmpa, oAAG
ATAMG YLoL EVOL GUUPEPOV TTOL SVVOTOL OLTT-
MG vo otadpiletar pe dAa. ™t Av dpwg to
KPP0 apopd 1o €100¢ TV TANPOPOPLDY
KOl TIG GUVETELEC TOVG, TOTE dVGKOAN UTTO-
POVLLE VO OVOPEPOLLACTE GE «Smaimua».lz
2. A6 5£0vVTOLOYIKT GKOTLE £YEL VITOGTNPLY-
Bl 0TL £OGOV GLUEOVNGOLUE OTL 1] YVAOON
etvar kdtt kKoAd kabeavtd, 1o dSkaimpo
oV Gyvolo amA®DG OmoTeAEl avtipaon &v
TO1G OPOIC. AV 1| OLTOVOUIC TOL TPOGMTOL
VINPETEITAL HE TO dkaiwpo GTNV yvAdon
KOl GTNV EVNUEPOOT Y10 TIG YEVETIKES TAN-
popopiec, dgv duvatal Vo LINPETEITAL TOW-
r('))gpova Kot oo €va SIKoimpo otny ayvot-
o.”® Mo tétowa Oéom SHvotar va eurebel
0Tl €xel OPIOTOTEAIKEG M KavTiaveg pilec.
To va €yet kbmolog dwkaiwpo oty dyvola
amotelel omAO TOPAAOYIGHO, SLOTL &ival
povaya m yvoon mov kofodnyel. M této-
0. TPOGEYYIoN apveiTol Aomdv 10 «dkaim-

Y Harris, J., Keywood K. Ignorance, Information and
Autonomy. Theoretical Medicine 2001, 22 (5):415-436. To
id10 vootnpileron kou oto Wilson J. To know or not to
know? Genetic Ignorance, Autonomy and Paternalism.
Bioethics 2005, 19 (5-6):504, Bortolotti, L., Windows, H.,
The Right Not to Know: The Case of Phychiatric
Disorders’. Journal of Medical Ethics 2011, 37 (11): 673-
676 e TpoPaveic PEMUIGTIKES TPOKEIUEVEGS.
pokeévov va amogdyovpe v aichnon 6Tt Kdmwolog
TapakoAovdel TV cvpmepleopd pag Kot dgv emepPaivet
otov Pabud mov ovt| TOPAUEVEL  PPOVIUN, TOTE
ypelldpoote KATL TEPIGGOTEPO, ONANST TNV TPOCTOUGi
evog dicarmpatoc. BA. Helgesson, G. Autonomy, the Right
Not to Know, and the Right to Know Personal Research
Results: What Rights Are There, and Who Should Decide
about Exceptions?’ Journal of Law, Medicine & Ethics
2014, 42, (1) (2014):30.
3 Harris, J, Keywood K., op. cit,, Ost, D. The ‘right’ not to
know. The Journal of Medicine and Philosophy 1984, 3:
301-312.
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po oty dyvow» Pocilouevn oe pio Guy-
KEKPIUEVT] OVTIANYM Yo TV ovTovopioa.
YOUQova e ot TNV Gmoymn ovtovopio
onuaivel avtokvPépvnon, 10 vo dlatnpet
KATO10¢ TOV £AEYYO TOL €0VTOV TOL KoL O)L
AmAGMG TO Vo £YEL TNV eAevBepia emAOYTG.
Kdmotog pmopel va unv gumodileton e€mte-
PIKA MG TPOG TIG EMAOYEC TOV, GAAA VO UNV
€xel Tov €AeyY0 TOL €0LTOV TOL. AVTO dV-
vatol vo. cupPaivetl yioo po oelpd amd Ad-
YOUG, GTNV TEPITTMON OGS OUMG aPopa TNV
ENEYN TANPOPOPLDY TTOL £XOVV CYEOT UE
TIG amOPAGES TOV KOAElTOl KOVELG VO TTA-
pel. Apa, 0CEG TEPIGGOTEPEG TANPOPOPIES
€xel KAmo1og, 1660 peyoldTepo EAEYYXO O0-
Kel 6TOV €0VTO TOV, KOl TOGO 7O CVTOVO-
pog eivan (control-related autonomy).**

Moli pe  wo tétole  avtidnym
OLUTOPEVETOL Ol OMAMDG M EMIKANGT TNG
obveong OtL amdmg Ba NTav KaAHTEPO Yo
LOG VO £YOVUE TEPIGGOTEPES TANPOPOPIES,
oAAG M emikAnon evog NOwol kabnrovrog
OV €YOVUE TPOG TOV €QLTO HOG VA
npoPaivoope oe  mo  eleyydpeveg
amoPAcELS, XAPV NG avTOoVouiog, Kot TO
omoio, otV mepintwon pag, eKPariel og
éva kafnrov vo yvopilovpe TV yeVETIKN
pog kotaokevn.. Méloto Aéyetol 0Tt €00
HAGue Oyt v poe puAAMovoy  THmov
avtovopia, TNV omoia 1 Ayvolo VTOGKATTEL
(e0cd M dyvoln VTOCKATTEL TNV EVIUEPN
emAoyn), oAAd Yy €va kavtiave Moo
KaBNKov TPog Tov €0VTO, OV GKEPTOVE OTL
vepiotatol pol avoloyion ovOUESH OTNV
EMAOYN TNG AYVOlNG KO GTNV EMAOYN VA
TOVANGEL KATOL0G TOV €0VTO TOV MG dOVAO.
Kot ot dvo «avtoévopecy emroyég eivon

Y H Baocwn 0éon avty exppaletar and v Rosamond
Rhodes oto Rhodes, R. Genetic Links, Family Ties and
Social Bonds: Rights and Responsibilities in the Face of
Genetic Knowledge. The Journal of Medicine and
Philosophy 1998, 23 (1): 10-30, kot TV UETEREITA KPLTIKN
oto Takala, T., Hayry M. Genetic Ignorance, Moral
Obligations and Social Duties. Journal of Medicine and
Philosophy 2000, 25 (1):107-113.
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emA0Yég ov meplopilovv vV avtovopio
Kot yU avtd acvpPoteg pe owrﬁ.15 M
TETOWOL QVTIANYT NG avTovopiag (aivetot
vo, glval aunyovn eUmpOg GTNV avTiQOoM
OV OMOVPYEITOL AVAUESH GE £Va. TETOLO
KoOnkov Kot oto dkaimpo oTnv Ayvolo.
[Tocw pdArov 6tav pe dedopévo €va TETOL0
KaOnkov o eovoTaV OVEKTN 1) TPOOTTIKY|
TO 10TPIKO TPOGHOTIKO VO PNV &lvar Kov

VIOYPEMUEVO vao, oePaotel T0
avayvo){)wp,évo VOUIKA  dtKoimpo otV
dyvoio. 6

M tétoln apnyovio ekepdleton kot omd
peptoa ¢ eAnvikng PipAtoypaeiog, 1M
omoia, evoyel BePaimg g vmapéng evog
TETOLOL OIKOLMUOTOG TAPOUEVEL GKEMTIKN,
evad vmootnpilel ™MV KAPYN oTOL GE o
oepd  mepurtowcewv. Ev  mpokeyévo,
vrootnpileton 0Tl TO0 dikoiwpo og dyvola
pumopel va kdpmreton and TV TPOoTOGio
m¢ vysiog Ttov {dov  TOL  ATOUOVL-
VROKEWEVOL 1 TPITOV  TPOCOTWV, CE
GUVOLOGHO UE TNV OTOGTOAN TNG WOTPIKNG
emomunc. Me efaipeon v mpooctacio
™m¢g vyeilog tpitv Tpocodmmv mov ypniet
Eexyoplotg ovlnmong, Oeswpeiton 611 1M
KAUYM ot 08V GUVETMHYETOL 10TPIKO
TATEPVOMOUO 1] KOW®VIKO-EVYOVIKO
TPOGAVATOAMGO OGOV OPOPA TIG YEVETIKEG
egetdoeic. Evioyder avtiBeta v vyeio,
OT®G EMIONG TOV VTOTPOGOOPICHO KOt TV
aVTOVOpLiQL.

3. Yrbdpyer emiong éva eyyevég mpoPfAnua
GTNV QVOYVOPLoT EVOG «OIKAIDUOTOS TNV
dyvolo. ['a va puropet kdmolog va Exel £val

> Rhodes, R, op. cit., 18, Harris J., Keywood K., op. cit.,
419-421, Helgesson, op. cit., 32.

% Av kot 1 i 1 Rhodes e&nyei moc to emyeipnuo g
avtd dev @rhodolel va odnynoel kol oto Eekabdpiopa
autng ™G avtipaons, aAld Asttovpyel 6to €mMimedo NG
npocomikng nowknc, Rhodes R., op. cit., 27, vroonu. 2.

Y Méioc, E. Tevetucée eketdoetc kot dikono. Exdooelc
Yakkovio, ABNva-Oeccalovikn: Exdodoelg, 2004: 69, o
onoiog Oumg dev aupiofntel ev téhel plikd £vo TETO0
daiopo.
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dkoimpa TPETEL VO UTOPEL VL TO OICKNOEL,

N aAMOG Y10 Vo, Ol0TIGTMOGOVE TO €AV KA~

notog embupel v Gyvola Twv aroteleoua-

TV P0G YEVETIKNG eE€TAONG TPEMEL TPMOTA

VO EVNUEPMVETOL OTL VOIOTATOL KATO10G

Kivduvog. Av dpm¢ evnuepwbel, vmootnpi-

Cel 10 emyeipnua ovTo, TOTE TO SIKOIMLLOL

otV Aayvola d0gv dhvaTal €K TOV TPOYLE-

tov va ackndei.'®

4. ’Eva T€10pTO €MYEIPNUA EVAVTIO. GTO «O1-
Kolopo otnv dyvolo» OovVoQEPETOL GTIS V-
TOYPEDGELS TNG AICKNOMG TOV 1010V TOV 10T-
POV AEITOVPYNLOTOG LE TIC OTOlEG TO €V
AMyo dkaiopo ddvatal vo cuyKpovETOL
KaOdG Kot TNV TapenOuev evaicOnt oyé-
on wtpov-achevovg. Tlog pmopel va {nn-
Oel amd 10 YyOTPd VA UV YVOOTOTOMGEL
ototyela mov yvopilel oe oyéon He amote-
Aéopata yevetikav e€etdoewv, OtV LITApP-
¥el 0 kivdvvog avtdg va koatnyopnbel yuo
TANUUEA] EVNUEPMOT HE GUVETELN TIOOVES
aoTikéG a&lvoelg amolnpioong;

5. Téhog, e€opetikn| mieon 610 €v AOY® «dt-
Koiopa oV dyvoley ackobv mbavd duka-
wpato Tpitov Kol avtictoyo KadnKovia
évavtt avtov. 'Eva and ta mpdypoto mwov
TPETEL VO, GLYKPOTHGOVHE OO TO TaPAdE-
ypo g AreEdvopag elvar icwg 1 amoxa-
AOVUEVT] KO «1OLOUTEPOTNTAY TWV YEVETL-
KOV TAnpopoptdv. Eival ta yevetikd dedo-
péva opota pe to wrpkd osdopéva; Eyet
vrootpyOel n dmoyn OtTL T YEVETIKA O¢-
dopéva elvarl oIV 0VGIN TOVG OTKOYEVELNKA
Kot Ol ATOUIKA dedOUEVOL KoL oV KO LLTTO-

'8 Bottis, M.C. Comment on a view favoring ignorance of
genetic information: confidentiality, autonomy,
beneficence and the right not to know. European Journal of
Health Law 2000, 7, (2): 173-183, Werzt, D.C., Fletcher
J.C. Privacy and Disclosure in Medical Genetics in an
Ethics of Care. Bioethics 1991, 5 (3): 221.

B Kpiapn-Katpavn, I. Tevetky teyvohoyio kot Oepeiddn
dwondporo. Xdkkovlog, AOMva/Osclvikn, 1999 118,
Mdlhog, op. cit., 67-68, odld ko Andorno R. The Right
Not to Know: An Autonomy Based Approach. Journal of
Medical Ethics 2004, 30 (5): 436.
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povv va Aappdvovtor and to kdbe dtopo,
dev elval oTNV TPAYUATIKOTNTO OTOUIKA
dedopéva, 010tTL TapEyovv TANpoPopieg Kot
Yl TPOGOTO TOV GYETICOVTOL e aVTO gite
Covta eite pédlovta. Evoéyeton anoteléc-
LOTO YEVETIKOV €EETACEMV VO ATOKOAVYO-
VV OTL GLYYEVEIG duvaTaLl Vo £XOVV KATOEG
YEVETIKEC UETOAMAEEIS, YEYOVOS TO OTOio
dvvatal vo Toug 0MGEL apopuUn va LITOBAN-
Bovv ka1 avtol oe e€etdoelc, N va avabewm-
PNOOLV TIC ATOPAGELS TOVG GE GYECT LE TO
Yauo M v avamoapoymyn. ‘Exet cuvaepmg
vrootnpydel 60TL oV TEPiNTTOON TOV YE-
VETIKOV TANPOPOPLOV TPETEL Vo, L10OeTNOEl
EVoL LOVTEAO OYl OTOLUKIGTIKO, OAAGL TTPO-
GOVOTOMGUEVO GTNV OIKOYEVELD 1) KO 71O
KOWOTIOTIKO, TPOGOVOTOACUEVO GE OUA-
dgg eBvotkég N dlheg, Omov 1 Eppacn mpé-
7L vo, OlveTal Oyl GTO ATOUIKE SIKALDLOTAL,
AL ota apotaio kadnKovTa avTaAloyng
TANPOEOPLOV, Wiaitepa dtav amelheiton M
VYElN TOV GAADV, GLYYEVAOV N m].zo Mnnmg
Aoudv AOYoL Tov apopohv kabnkovid pog
pog {dvta | péAAOVIO TPOCOTA KOVOLV
TO VTOTIEUEVO «OIKOUMUOL GTNV AyvOlo»
un nOd ducooroyn uévo;21

0 H 18 LG YEVETIKNG OAANAEYYONG 1 OATOVIGLOV»
vrootnpiydnke to 2002 amd ™V TOPO WO, KOTOPYNIEVN
oto Hvopévo Baoileto Human Genetics Commission,
Inside Information: Balancing interests in the use of per-
sonal genetic data. TIppA. xou Davey A., Newson, A.,
O’Leary, P. Communication of Genetic Information within
Families: The Case for Family Comity. Bioethical Inquiry
2006, 3 (3) (2006): 164.

! Mnnog Oo émpene m.y. va {nteitar Oyt M OTOWIKY
oVYKOTAOEST OALA 1) OTKOYEVELOKT EVIHEPT CLYKATAOEDT
oe mepmtoelg  yevetk®dv eetdoewv; H o O’Neill
vrootnpilel 6Tl av €npene v amonteitol 1 GLYKOTAOEoN
0AOKANPNG TNG OWKOYEVEWG, ONAGON OAWV OVTM®V TOV
Bplokovton SuvnTikd oe Kivduvo, ToTE I6MG KATO101 VO, UV
UTOPOUV VO, KAVOUV  YEVETIKEG €EETACELG ONUOVTIKEG
ggotiog (oG mbavig Gpvnong Kamowov pEAOVG NG
olKoYyévelng vo TAnpogopnBel, ackmdvtag Ooniadn To
«dwcaiopo oty dyvow», BA. O’ Neill, op. cit., 131.
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V. Avtovopio ko ISwoTiKOTNTO

e autd 10 onueio Oa mpémel va eAéyEovpe
Eova TV avtiAnymn avtovopiog miow omd TV
KPUTIKY TOV JKo®patog oty dyvota. Kot touto
ovTL  Qoiveton, ek mpwTe  Owewg,  OTL
GLYKPOVOVTOL OVO  OOPOPETIKEG  OVTIANYELS
OQLTOVOUIOG 7OV  O0MYOUV  GE  OLOPOPETIKA
ocoumepdopato. Amd v pio eldape mopomavem
0Tt &lv  vonoeovue TNV ovTOVOpiDL  ®G
avTokLPEPYNOT, TO Vo datnpel KATOLOG TOV
éleyyo TOL €0LTOV TOL onuaivel 0Tl OGEC
TEPLOCOTEPEC TANPOPOPIES EYEL 6T d1dbeon Tov
1060 MO  OMOTEAECUOTIKA  dvvoTol Vo
avtokvPepvnOel. Kot 1 ovtovopio  ®g
avtokvPépvnon Ba onupave Kot éva Kobnkov
TPOG TOV EAVTO LOG YO YVAOOT TNG YEVETIKNG HOG
wwovotaciag,  &vd VYOV YLYOAOYIKN
avac@aAelo, @OPog yo to Tt Bo umopovce va
pog mePUEVEL 00MYOLV OMAMG GE ETEPOVOLLI.
[Mapoéro avtd, m emBopic va unv yvopilet
KAmO10¢ LEPIKES amd TIG YEVETIKEG TANPOPOPIES
TOL TOV OQPOPOLV OV 100JVVALEL, O &xel
vrootpydel, pe mapaitmon and v avtovopia,
EVO M EMIKANGN NG €TEPOVOUING dev Pmopel va
odnynoel ce apvnon ceBacpod Tov TPOCAOTOL.
Ag mapovpie To TPAYHOTO OO TNV 0PYN-

[IpodTov, n emikAnon g etepovopiog amod
MV GOKNON TOU «OKOIOUOTOS GTNV Ayvolo
elvar dotoym, d1OTL dev VILAPYEL KAVEVOS TPOTOG
Vo OlOMIOTMOGEL KOVELG, Omd TNV OMTIKN TOL
TPITOL  TPOGMOTOL, TOGO OVTOVOUN &ivor M
amo@aoT Tov AdpPavel Kamolog — eEapovpuéEvmv
TPOPAVAS KOTOACTACEDV UELWUEVNG IKOVOTNTOG
o€ avniikovg N yoyka acleveig. Akdun kot ov
T qtopo.  vmepPdAlovv oG  mpog TNV
GLUVOICOMUOTIKY TOVG amoKpilon o€
GUYKEKPIUEVES YEVETIKEG TANPOQOPieg, TOAAES
QopEG dev avayvopilovv ovTo TO YEYOVOGS Kol OEV
10 AapPdvovov voyn. To KprTnplo Tov «UEGOL
EAAoYOL avOpOTOLY» dEV dVVATOL VO EPUPUOCTEL
dtymg va yobel kdtt onuovTikd oTnv mopeia, EVO
o€ éva mAaiclo 6mov Kuplapyel aVOCPALEID G
mpog tov kivduvvo mpdoPacng TpitOV  OTIS
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YEVETIKEG TANPOPOPIES (EpY0OOTES, AGPAMOTIKEG
eToupeieg) o térota avtidpaon ival sﬁkoyn.zz
Agbtepov, oe avtiBeon pe 6,11 €xel
avaeepBel mapandvo, dev pmopel va Bempnbei n
EMAOYN AYVOLWIG TV YEVETIKOV TANPOPOPLOV
omd TO ATOUO G UM GLVETH, £TEPOVOUTN OKOUN
Kot €voeldn TopaAoYIGHOY HE TO OKEMTIKO OTL
Kdmolog dev pmopel va emBopet kKdtt mTov ayvoet
¢ etvan emnuo yo tov 1010. Evo, tepattépw,
edv 0 MOPAAOYICUOG OTOTEAEL KATAGTAOT TOL
aipet v avtovopio tOTE M APVNON HOS VO
dgybovpe evVNUEP®ON GLVIOTO AVAYVAOPICT] TG
dev elpaote avtovopol.”™ Amd o tétoto Béom
dgv EmeTo OPMG OTL M EMAOYN aLTH OgV dHVATAL
va etvar ogfact. To «dikaiopa otV dyvolon,
otov Babud mov eivar dikaimpa, givor dukaiompo
KOl GE W] GUVETH EMAOYY], 0AM®MDG TPAYLATL dEV
UTOPOVUE VO UIAGUE Yo 81K(xi0)ua.24 O
cePacpdg TOL TPOCAOTOVL Ko OO  KOVTIOVI
dmoym, apopd EexdBapa v avtovouio amd v
OTLTIKY|] TOV TPITOL TPOCMTOV. LVHUP®VO LAAMGTO
pe tov Kant kalodpoote va vrofécovpe Ot ot
GAAoL  mpaTTOLV  OLTOVORO  (EKTOC Ko OV
vIapyovv  teKunplo  mepi  Tov  avtiféTov).
Xopoakmpiotikd omv Apetoloyio. tov o Kant
Aéel T Khmolog Exel
«...] éva xobfkov tov ogfacpov yw TOV
dvBpomo akdUN Kol KATA TN AOYKN XPNOTM TOL
Adyov TOVL: VO PN HEUPETOL TO. GOAALOTA TOV
Adyov  TOL  OmOKOAGMVTOG  TO  [omAMG]
TOPOAOYIGHOVS, OavoLsla Kpion K.0.K., OAAQ
avtifétog va mpovmobdétel Ot 6N AoyiKn eKeivn

22 B). Tsinorema, S. Ethical issues regarding the
acquisition and control of genetic information. Forum of
Clinical Oncology, September 2012: 18-19. Akoun kot 1
Rhodes,n omoia. avoyvmpilelt éva prima facie kabnkov
OTNV YVAOOT TNG YEVETIKNG HOG 10106V0TOGIOG ATOdEXETOAL
avt) v Béom, PA. Rhodes, R. Autonomy, respect and
genetic information policy: a reply to T. Takala and Matti
Hayry. Journal Medicine and Philosophy 2000, 25 (1):
115-117.

2 [pwroranadxng, op. Cit.,120-122.

# Takala, T. The right to genetic ignorance confirmed.
Bioethics, 1999, 13 (3-4): 292.
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YPNON TPEMEL AGPAADG VO Undp)g?,t KATL 0ANOEC
Kol va, TpooTofel va To GLVAYEL). >

‘Exet vmootpydel emiong, Omwg eidaple
TOPOTAVE®, KoL TO 10YVPOTEPO EMLYEIpNLAL OTL OEV
mpémer va yivetar ogfoctd TO «dkaiopo o€
dyvoio» otov Pabud mov vrmotibeton  OTL
oodvvopel pe mAMPN  mapoitmon omd TV
avtovouio. e 0VTO TO GNUELD AVAPEPETOL GLYVA
o Mill, o omoiog cuvdéel v elevbepio pe
YVOOT), TPOKEYEVOL VO, KPIVEL TEMK®G TO 1010 TO
dropo 10 aAn0BEg cupEEpov Tov. XapaKkTnploTIKO
givan 10 yvwotd mopadstyua tov Mill, coppwva
HE TO OMOl0 UTOPOVUE VO ATOTPEYOVLLE, OKOUT
kol pe  Plo, kdmowov, £toluo va docyicel pa
eToOppOTN YEQUPO, OTAV OV LILAPYEL XPOVOG
VO TOV EVILEPDGOLLE Yl TOV Kivovuvo, Kot To0To
diywg va mapapralovpe v ehevbepio Tov, yoti
«ehevbepio onpaivel va kKavel ovtd mov emBopel
kaveig, kot dgv embopel va TEGEL GTO TOTAW.
Extég, BePaimg, kot av dev ivon BEPan n Cnpia,
AL VITAPYEL LOVAYO KivOUVOG, 0mOTE HOVO TO
{00 to dtopo pmopel va kpivel av embopel va
dwTpé€etl Tov kivouvo. e ot TNV TEPINTOON,
TPEMEL OMADG VOl 81807:011168{.26 H dvvatdémta
Kémowov vo kpivel eav embopel xatt 1 ox
eCaptdtor mpaypatt and ovtd mov yvopilet,
aALG ev TPOKEWEV®, TO (TN 0POPA KATL TTOAD
o OepeM®doeg mov ametheiton pe dedopévn v
TPEYOLGO PUGCT] TV YEVETIKAOV TANPOoQopldv. To
noapaderypa tov Mill dev Bonbder v mepintoon
TOV  YEVETIKOV TAnpogopiwv. H  dapopd
EYKELTOL GTO YEYOVOG OTL GTO TOPAOELYHO TOV
Mill eivar 1 éMewyn yvoong mov kabiotd v
evnuépwon  emrpenty]  (mpokewévov  va
nmpootatevdel 10 aANBEC cupEEPOV TOL ATOHOVL),
EV OV  TEPITTOON  TOV  YEVETIKOV
TANPOPOPLOV 1 ovTovouio TOpo Hmopel va
nepopotel. Ty mepintwon pog n mapépPfoon
dev apopd EAAeym yvoong, oAAd TNV kpion

25

Kovt 1. Metoguowky tov  HOdv. ptep. K.
AvipovMddrng, ZpiAn, A6nva [1797] 2013: 326.
% Mill, J.S., Tepi EevBepiag. prep. N. Mnralic,
Enikovpog,  AOnva,  1983:  161-162. BA.  «kw

[potonoraddkng, op. cit, 120 yw pio epunveio ToVL
TopodetyLoToC.
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MA@V OTL M EVILEPWOOT Y10 TUYOV EAATTOUATIKA
yovioln o oeeincel 1o dropo! Avty Opmc m
avtiinym vy Vv avtovopio €ikel  €vav
TOTEPVAMGUO OAAG Kot n@mcyé, 0 omoiog elval
nowé pn  Swonoroynuévoc.”’” Ot yevetikég
mAnpogopieg doev kouilovv Pefoardtnro, oALA
dwkwvovvevon (n mepintoorn g AleEdvopag
0TO0 TOPAOEYUd HOG Elvol  YOPOKINPIOTIKN),
onAadn katt to omoio eivar mOavd  va
mpaypotwdel M va  unv  mpayupotmdei. H
afefardmra avty, M omola TIC TEPLGGOTEPES
Qopég dev givor Tpocdlopioun amd TV EMGTAUN
ewIKa oe 6,1t aeopd TO. TLYOiO. ELPNUATOA,
EVIOYVETOL OTIG TEPMTMOELS TOV TOAVYOVIOLOK®DV
YEVETIKOV acbeveldv, evd voeiotatol oe éva
onuovtikd Pabud Kol OTIG  HOVOYOVIOLIKES
yveveTikés acBéveleg. O eviomopuog AOUOV H0G
OANG YEVETIKNG Tpodidbeong dev tavtiletal pe
TV TPAYHOTIKY] TNG EKONAMOT, OT®S, AOYOL
xopwv, dev tovtiletar n avénuévn yoAnotepivn
pe xkoapotomdOeies. ‘Exet kotaotel 0 capég Ott ot
nhvteg OLBETOVV  YEVETIKG  YOPOKTNPIOTIKA
vmonta. Yoo mwhovy ekONAmor acbeveldv oTO
pélov, emPepordvoviog ta Adylo tov Aldous
Huxley oto medio tng yevetikne. Xty nepintmon
pog, dmiadn oy mepintmon g AreEdvopac, o
kivouvog eivor aféfatog, mOGm pdAlov AOY®
EMewyng  owoyevelokoO  1otopikov.  Tuyov
dpvnor ™S va YVOPIoEL T0 OTOTEAEGUOTA TMV
YEVETIKOV eEetdoemv 0ev mMPEmMeEL v €MGVPEL
KOUIG HOPONG TTATEPVAMGUO, 0OV Umopel va
emBopel kdtt mov oeopd TNV KN NG
aKepaOTNTO Ko alichnon tov eavtov.

Ag mpoomabnoovpe TOPO, HE MO TLO
fetiky  dwrtdmworn, vo  evromicovue TV
KOVOVIGTIKY Oge®on 101K TOV «OTKOUMUOTOG
OTNV AYVOll TOV YEVETIKOV TANPOPOPLOVY» TOL
pumopel v dwbéter 10 mpoOcOTO KoL Oy,
EMOVOAUUPAV®, EVOC YEVIKOD OTKOMOUOTOS GTNV

" Husted, J. Autonomy and a right not to know. In:
Chadwick, R., Levitt, M., Shinckle, D. (eds) The Right to
Know and Right Not to Know. Aldershot: Ashgate
Publishing Company, 1997: 66, kot Takala, T. Genetic
Ignorance and Reasonable Paternalism. Theoretical
Medicine 2001, 22: 490.
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dyvowa. Xe ovtd 10 onueio Bo mpémer va
npoPodue o€ o mEPUTEP® OlEVKPiviom, 1
omoia, epove, 0Tt Eekabapilel mepiocdTepo TV
ocv{ntnon, M, v va 10 BEcovpe SPOPETIKA,
mv 0étel otg ocwotég g Owotdosic. H
dtevkpivnon agopd tnv 0l TV €vvola TOov
orkouwuarog. 'Eva dwaiopo dev elvar amimg M
Oetikny  afloAdynon evog mPAYHOTOG M oG
KATOGTAONG TPOG TIG OVAYKEG €VOG TPOGMOTOV
(ovpeépov), oAAd kol 1 eEovoia Tov ToPEYETAL
6TOoV Qopén Tov vo, {ntnoel mpootacio Otav
avtog Kpivel 0t mpémet. Kon ta 600, dnAadn Ko
n Oetucn a&oAdynon evdg ayabov mpog TO
TPOCONTO KOl 1M EKYOPNON GE€ oVTO 1TNG
TPOTOPOLAING Yot TNV TTapoyN TpooTaciog eival
Ekppoon G avtovouiog tov mpoowmov. Etot,
polt  pE TO  GLUEEPOV  TOV  TTPOGMOTOL,
TPOCTATEVETOL  OvoyKaio Kot 1 1dwoitepn
GUVOEGCT] TOVL TTPOG TNV CLLTOVOUIO TOV TPOGMTOV
va dpopemvel ) {on Tov ©¢ TPog aVTO £TG1
Omwg 10 1010 Kpivel ehevbepa kot vrevhuva OTL
a&iler vo to kdvel. Yo auty v €vvolo To
TPOCMOTO OeV KATEXEL EVVOUMG €vol OKOUmpLaL,
aALG TO dwaimpo eivar T0 1010 TO TPOCHOTO GTIG
OAPOPES EKPAVGELS TOV VTOTPOGIIOPICHOD KOl
G OVTOTPAYUATOCNS TOV.”” XNV TEPINTTOON
pog n ovlntnon mept TOL SIKAIDOUATOS OTNV
dyvolo TV YEVETIKOV TANPOQOPLOV deEdyeTan
gv mMoALOIC VO ™V clwmpPn TPovmdOeon Ot
PAGUE Yoo €va. GUUPEPOV TOV (POPER TOL VL
ATTOKPOVGEL TANPOPOPieg Tov Ba xelpoTepelGOLY
MV KOTtdoTao] TOL  (GLUEEPOVIOKEVTPIKN
Bewpio mepl dikKmOUATOV) Kot Anopovooue Ot
etvou n ikavotyto tov Tpoowmov avty Tov YPNLEL
oefacpo.

Avtp m  KavOTnTOL  TOL  TPOGOTOV
CUVOEETOL  GPPNKTO. HE TNV  EMIKANOCT NG
OKEPULOTNTOG KoL TNG OMPOCKONTNG OVATTVUENG
TOL ECMTEPIKOV HOG KOGHOL, WYuXIKOD Kot

% T oty TV gbotoyn dotdmmon, oA kot Yo TV
VREPACTION GLTHG TNG EVVOIOAGYNOTG TOL SIKUIDMUOTOC BA.
Yovphrog, IT. Alkaro kot Awavikn Kpion: Mo gihocopikn
avabedprnon ™mg pebodoroyicg  TOL dwaiov.
Havemompoxég Exdooeig Kprtng, Hpdxiero, 2017: 768.
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cuvauoOnuotikod, kot YU ovtd dvvatol Vo
QPNVEL YOPO YL TNV ETIAOYN TNG UM YVOONG TOV
YEVETIKOV TANnpopopidv. H avayvopion tov
«OIKOUOUOTOG OTNV  Ayvoly 1M KoALTEPA 1
emioyn va pnv oaoknbel 1o Jdikaimpo otnv
evnuépmon €xel TV dkooloynTikny g Pdon
oTOV  TANPOQOplokd  avtokabopiopd, otV
vanpecio Tov omoiov M yvadon dev cuuPdAiet
KOT OvAYyKN, €VO GE OPICUEVEG nspmro’acatg
dvvoTonl ®G TANPOQOpPiaL Vo EMLPEPEL BkdBn.Z
Yrndpyovov mepmT®OGES OMOL  WANPOPOPIES
OYETIKO UE YEVETIKEG TPOOIDECEL UTOPOVV VOl
npokaAiécovv PBAAPN oto vmokeipevo. Tétoteg
BAdPeg pmopel va eivar m mpoOKANon Eviovig
YOYOAOYIKNG Tieons, coPapés emMMTOCELG cm*gv
OLTOEKTIUNOT, OAAGL Kot O OTIYHOTIGUOC. 0
Ewwotepa 6tav n avaxdioyn pog cofopng
YEVETIKNG avouaAiog 1 omoia, Vo T TAPOVGES
ovuvOnkeg, Oev OdOvotow va Bepomevbei, dev
eatvetar va ovuPdiel ©g mAnpogopia otV
oVTOVOUiD TOV OPMOVTOG VTOKELUEVOD, QPOV TO
nepldmplo.  emMAOYOV  givor  amd  eEApETIKG
neplopopéva €og ovomapkta. Eedcov pilape
Y10 «OTKOUMUA GTNV AyVOLoy €0(, Ol TEPITTMOGELS
avtég Omov 0 wWIPOC dev  MPOYWPE  oTNV
OTTOKAALYY TOV OTOTEAEGUATOV TOV YEVETIKOV
eEetdoemV dgv elval TEPUTTAOGELS EPAPUOYNG TNG
apyns g ayabompoiiog, agod 10 TPOSMTO
pénel va ekppacel TNy embopio tov. [Hapandve
avagepnkape oto emysipnuo mov Aéel OtL av
TPEMEL TPAOTO KATO10G VO EVIUEPDOVETAL Y10 TOV
kivdouvo mov pmopel vo dTpéyel, TOTE TO
«Kaiopo oty dyvoloy dgv dLVATOL €K TOV
npoaypdtov va ooknfel. Opwg, oe TOAAEG
TEPUTTAOOCELG, vIdpyovv non YVOOTEG
OIKOYEVEINKES 10TOpleg o€ oyxéon He TO OTL
vrdpyer MON kATt va. gpguvnBel akdun KL ov M
eCartopikevon mopapével avemPePfaint ki €00
n embopio vo pnv TpoywpnoEl KATO0g otV

2 B\, Wilson, op. cit., 503.

% Andorno, op. cit., Herring J., Foster C. Please Don’t Tell
Me. The Right Not to Know. Cambridge Quarterly of
Healthcare Ethics 2011, 21: 20-29.
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YVOCN TOL OKOL TOL YEVETIKOV VTOPAOpov
amOTEAEL AOKNON TOV OIKOULDOUOTOG TOVL.

Tovtwv d00éviv, T0 «dKoi®po otV
dyvoloy elvol aQevOc TPAYUATL €VOL OPVHTIKO
dwaiopa, oNAad €vo SKoi®po opVVTIKO Kot
npootaciog amd v mopéuPacn ALV e
gupVtepo medio. Me auti v €vvola 1 VTapén
TOV TPEMEL  CUUTANPOUOTIKO — €TMoNG Vo
OepeMwbetl otV 10iwTikoTyTa, otV €EAGPAAION
onAadn evog (oTikoh YOPOL YL TO TPOGMTO
anpoomélacTov  omd  Tovg  GAAovg  (Spatial
privacy),* otov omoio avtd cuykpotel ™V Sikh
TOV avTiANyn Tov €0VTOV TOL, EKONAWON TNG
atopukdtnTag Tov. Exel n tehevtoio dvvator vo
avtonpoocdtopiletar TANPOPoplokd Kot TOVTO
onuaiver Oyt povéyo v elevbepion mov cov
dtvouv ot (yevetikég) TAnpoeopiec, aALA KoL TV
elevbepia amo v  mAnpoeopia.™ Edv 10
CUVTOYHOTIKA — KOTOYVP®UEVO  SIKOi®Ue  TOV
W01OTIKOL Plov EMOIDKEL VO OMOTPEYEL TNV
LETATPOTY] HOGC O «OLOQOVI» TPOCOTIKOTNTO
OV UTOPOVV Ol GAAOL VO YEPAYDOYNGOLV,
EMOLOKEL EMIONG VO, SLOTNPNOEL AVETAPT KoL TNV
OYETN TOV EUEIS EYODUE UE TOV E0DTO HOGS KOL
ocuvdéetonr pe Vv elevbepia avamtuéemc g
TPocOTKOTNTAS pag. O cefacpdc Aowdv mov
opeilovpe va OelyvovE Kot 6TV TEPITTMOT TOV
YEVETIKOV  TANPOQOPIOV  EMPAAAETOL  EMELON
KOTA TN OUOPP®ON TNG CGLUTEPUPOPAS LOG
amévavtl 6To TPOCHOTO opeilovpe va. Adfovpe
vroéY”N Hog Tov TPOTOo pe Tov omoio To 1010 givar

3. parker, M. Ethical Problems in Genetics. Cambridge
University Press, Cambridge, 2012: 14-36.

% |aurie, G. In Defense of Ignorance: Genetic Information
and the Right Not to Know. European Journal of Health
Law 1999, 6 (2): 119-132, emiong Laurie, G. 2000.
Protecting and Promoting Privacy in an Uncertain World:
Further Defenses of Ignorance and the Right not to Know.
European Journal of Health Law 2000, 7 (2): 185-191, ko
Laurie, G. Recognizing the Right Not to Know:
Conceptual, Professional, and Legal Implications. Journal
of Law, Medicine & Ethics, 2014, 42 (1): 53-63.

% BA\. Guiora, A. Freedom of Information vs. Freedom
from Information. In: Beauchamp T., Walters, L. (eds.)
Contemporary Issues in Bioethics. Wadsworth , Belmont,
California, 1989: 382-383.
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oe 0éon va ovtihapPavetor amo ™ Jdikp TOL
oxomig €4v Ba veiotoatal Toxdv PAAPN amd Vv
OmOKGALYN TOV YEVETIKGV TANpogopLdv.**

Tv ovpPaiver dpwc Otav o1 YeEVETIKEG
TAnpoeopieg givarl onuovtikég yio dAdovg; [1ote
KéumteTow TO «OKoiopo otnv  dyvowoy; To
epoOTNUA 0LTO YPNLEL EEY®PIOTNS TPAYUATELONG
Kol €00 amAdc B apKEST® OE OPIoUEVEG
napatnpnNoels. Oa avapepdd EVOEIKTIKA Kol
uoévo oe 000 TMEPMTMOELS: TOVS PLoAOYIKoVC
GLYYEVELG Ko TIG AmopAceElg Tepl avamopoymyng.
H mpaypdtevon avtod tov (ntpatog cuvoceTat
Gppnrta pe to emyeipnua mov tpofdiieton mepl
«OOTEPOTNTOCH TNG YEVETIKNG TANPOoQopiog
(genetic  exceptionalism).*®>  Yrootmpiletot
oLVOPAOGC OTL Ol YEVETIKEG TANPOoQopieg elvar
Wwitepeg kot yU'  ovtd  wpémel  vo
avTLeTOTICOVTOL LE TPOTO OOPOPETIKO Amd TOL
TpIKa 1 Ttpocomikd dedopéva. H dratepodtnta
OLTI] GLVIGTATOL, YL TOVG VTOGTNPIKTEG OVTNG
™m¢g dmoymng, €ite (o) oTo OTL TO. YOVIdl WOG
kaBopilovv, dpa Kol ot yeveTkég mANPOPopieg
GLYKPOTOLV £Va, TPOTOG TOV AEYELV, «UEAAOVTIKO
nueporOYon, gite (B) oto OTL M 10100 1 YEVETIKN
mAnpogopia Oev eivor kaB’ eovt oavotnpd
OTOUIKN KOl WOIOTIKY, 0AAL 1] YVAGCT NG 0popd.
Kol GAAOVG, ONAOON GLYYEVIKA HaG TPOCMTO LE
o omoia. PplokOpacTe oIV {010 YEVETIKN
YPOUUN. G €K TOVTOL, Ol YEVETIKES TANPOPOPIES
dgv mpémel va vdyoviot 6Tig 1d1eg dradikacieg
OTOPPNTOL  TOL  1GYVOLV Yo TA  OTPIKA
8860uéva.36 O mpdTOG 16YVPIGUOS amOTEAEL OULMG
Ho. 0oTAPIKTN, HETAPLOIKOV TOmov Oéom, 1

3 Yovphag, I1., op. cit., 770.

3 Green, M.J., Botkin J.R. ‘Genetic exceptionalism’ in
medicine: Clarifying the differences between genetic and
nongenetic tests. Annals of Internal Medicine 2003, 138
(7): 571.

%0 Broroykds 1 YEVETIKOSC — YPNOILOTOLD TOVS OPOVS
EVOALAE €0, 0V KOL VTTAPYOVV SPOPES - VIETEPUIVIOUOG
€xel LoKpA TopEdooN Kol 6TV EXCTHN KOl OG KOWV®OVIKN
avtidnyn. T v emomun BA. eviehdg evdsiktikd Cart-
wright J. Evolution and Human Behavior. The MIT Press,
Cambridge, Mass, 2000, yio T1G KOW®VIKES OVTIMYEL PA.
Condit, C.M. Public understandings of genetics and health.
Clinical Genetics 2010, 77 (1): 1-9.
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omoia vrookdmTel TNV 1010 TV NOIKY avtovpyia.
AMoote 1 amoyrn OTL 1M YVAOOTN TNG YEVETIKNG
woovotaciog eivor KaBoploTikn Gvev eTépov
yw tov Plo elvor o dmoyn mov Ko
EMGTNUOVIKA op@iofnTeiton evpEmg.

[Ipdtov, eivonr MOwd JSikatoAoynuévo To
dwaiopa oe  dyvown, OTOV Ol YEVETIKEG
TANPOPOPieg dSHVAVTAL VO APOPOVV KOl LLEAT] TOV
owoyevelakoh meplPdAlovtog, T omoia Oa
umopovcoav va enmeeinfodv amd TV Yvoon
aVTOV  TOV TANPOPOPLI®V £T6L  (OCTE Vo
yvopilovv &vay 0o touvg Thovo kivouvo kot va
aALAEOLV Ta O1KA TOVS oyEd {wng M va AdPouvv
TPOANTTIKA UETpO; ZE OQLTAV TNV TEPITTOON
TPEMEL VAL ONUELOOOVUE OTL 1M EMAOYN NG
dyvolog T®V YEVETIKOV OMOTELECUATOV OJgv
kabiore v Oéon twv ovyyevay yeipotepn, apov
dgv Ba aArGEer kdtt agol owbétovv To S0
yovidlo, oamimdg Oev TOovg @elel. Xe KOs
TEPITTOON OU®G OKOUN Kol ov €xel KATO10G
NOwd kabnKov TPOgG TOLG GCLYYEVEIG TOL gV
éneton OTL mpémel o 1d1og va mAnpopopnBel ta
OTOTEAECUATO  TOV  YEVETIKOV  €EETACEWV.
AMwote 0 0Tpdg KAVOVTOS TIC OmopoiTNnTeS
otabuicelg pe Pdon TIC OpYEC TG WOTPIKNG
deovroroylog pmopel  vo  OVOKOWVAGEL  TO
OTOTEAECHO TNG YEVETIKNG &&€taong o€ GAAO
dtopo pe tOo omoio aVTOG TOL EEETAGTNKE
oLVOEETAL Blokoyucd.%

Agbtepov, Tt cupPaivel Oty o1 VITOYTPLOL
yovelg emkadlovvior  éva  «OlKoiopo  oTnv
dyvoiwoy; [apafralovv kanoto kabnkov Tpog ta
TEKVOL TOVG TTOL OEV EYOVV aKOUT GLAANPOEL;, Oa
wpo&evovcav PBAAPN €qv €pepvav oTOV KOGUO
éva, moudl  mov  €xel  KANPOVOUNGEL, Yo

3" EQvucy Emtpomiy Blon®ug, op. cit., 94-95, Juth, N. The
Right Not to Know and the Duty to Tell: The Case of
Relatives. Journal of Law, Medicine & Ethics 2014, 42
(2): 40

% Avtd pmopel va ooppel 6tav o) mbavoloyeitar 6Tt TO
dtopo avtd TAcYKEL Omd TNV 1010 YeVETIKY VOGO, ) vrdpyet
dvvatdom o mPoOAMyNG M Oepameiog ko pmopel va
wpoAineBel n PAGPN, Y) N avakoivoon avt eivar o povog
Tpomog vo. evnuepmbel to ovykekpiuévo dGtopo. BA.
Mdlhog, op. cit., 70-71.
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napadetypa, to yovidlo g yopeiog Huntington;
Ag mpocéfovpe Ot 1 O6mown PAAPN dev €xel va
Kavel pe v 1010 TV Yovidlakn HeTadooT, oAl
pe tov kivovvo mov ovoroppavovv, eved 0o
UTOPOLGOAV VO, TOV  OmOQUYovv. Xg  KaOe
nepintoon 1o va EABgl ot (o1 éva mondi pe po
vevetikn] acBéveln dev onpaiver 0Tt PAdmteTon,
aeoV 6€ avtifetn mepinTmon avtd anAng dev Oa
vmpyxe Ko oto Pabud mov m {on tov sivan
a&oPio to va yevvnbel pe 10 yovidlo g
yopeiog Tov Huntington eivar kaAdtepo amnd t0
Vo, unv vnﬁpxs.39 To «dwaiopo og dyvoloy
KOUTTETOL OTOV EXOVUE VO KAVOVUE LLE YEVETIKEG
vooovg, dmm¢ N apavpotiky Wiwtio (Tay-Sachs)
N onoia emeépet Tov Bdvato £mg kot TV nAkio
TOV TEVTE ETOV LLE OTAOINKY OTOAEW OPOOTG,
vontikn votépnon KAt BePaiwg, av kdmotog dev
embopet va avomapoaydel, tote dev TibeTON KOy TO

EPOTN AL

V. H onpoocio g yeveTikig oupuPfovrevtiknig
GTI|V ETOY1] TOV YEVETIKAV TANPOPOPLAV

Ye o emoyn OmOL Ol YEVETIKEG
TAnpopopieg yivovtor OA0 KOl MO €OKOAN
dwbéoeg, tovtodypova OpmG yivovtar emiong
OM0 Kol o OVOKOAN EpUNVEDCILES KOODG
moAlamAaGlalovTor ot YeveTIKES €EETAOELS, M
YEVETIKN]  OLUPOVAEVLTIKY) ©TO Tedio NG
eCOTOMKEVUEVG  TOL  TPOANTTIKNG  WOTPIKNG
mpénel va moailel €vov eEPETIKA CNUOVTIKO
polo, o omoiog avayvopiletor kot omd v
>vuPoon tov Oviedo (4pBpo 12). Avtdg o porog
TPEMEL VO €lval PN YEPAYOYNTIKOG KOl U
natepvaloTikds. O mepaocudg eivor peydog.
Tnv dvoign tov 2013 1 Opdoa Epyasiog mov
ovykpotoe to American College of Medical
Genetics and Genomics (ACMG) &&édmoe
oVOTOON Yoo TNV OlYEIPION TOV  TLYOL®V

¥ To enmyyeipnuo dgv glvor mopd po. VEOUVNOT TOL
TpoPAnpatog g «elielmovcog TOVTOTNTOG», TO OMOI0
éywe yvooto and tov Derek Parfit.
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gopnuatov yevetikdv etetdocmv.® H Opddo
Epyoaciog mpoteve Ot o Tuyaio. evprpoto Tov
a@opohV Uio MOTO GUYKEKPIUEVAOV YOVISI®V Ta
OTOTEAECUATO TOV YEVETIK®OV &fetdoewv Oa
EMPETE VO AVOKOIVAOVOVTOL 6TOVG e€€TAlOUEVOVS
aveEdptro omd Tig emBopiec tovg. Mépog g
OKaoAdYNONG OVTNAG TNG GVCTOONG OMOTEAECE
T0 KaONKOV Tov €xElL 0 1WTPAC VO OMOTPEWYEL
TUYOV TPOKANon PBAAPNG, TPOEWOTOIDVTAS TO
dtopa ylo To EVPNUATO OVTE, Eva KabnKov, Tov,
Katd T  yvoun g Oupddag Epyaociag,
vepPaivel TIC OmOlEC avnovyieg vy NV
mapoPioon g avtovopiog. Av Kol avoyvmdploe
0Tt  dgv  01bete  KavomomTikG  oTOKEin
TPOKEWEVOL va amodei&el To 6PeA0g 1| TO KOGTOG
MOV  GLVEMAYETOL 1)  OVOKOIvOoN — TOV
OTOTEAECGUATOV, EMIKOAECTNKE TNV ocLVAIVEST
™ Opddoc yw to 0Tt ta gvprpota Bo Egovv
W0TPIKN  YPNOIUOTNTO Y1 TO GTOHO KOl TNHV
owkoyéveld tov. Efvor capéc Opmg 0Tt éva t€T010
emyeipnuo.  omoKOAOTTEL VOV TOTEPVOAIGUO
Bacwopévo Gyt otV mapoyn yYvOONG MOV TO
dropo otepeital, aAAE TANPOPOPIOV TIC OTOLES
ot 1010 kpivel OTL elvar TPOG OPEAOG TOV ATOUOL —
plo wepintmon mov amotelel emiong Anqyn Tov
Cprovuévon.™

To «dwoaiopa oty dyvola» £xel emkpldel
Kot ovveyilet vo  emkpivetor  €viovo  ®G
aVTLPATIKO, AcOUPATO HE TNV OLTOVOUID, OKOUT
KOl OKOTOOWOTIKO, GE [0l ETOYN OALATMOOOVG
TPOOJOL TNG YEVETIKNG KOl TOV EMIAOYAOV TOV
pag otver va «yvopicovpe» emrtélovg v idto

“0 Green, R.C., Berg, J.S., Grody, W.W. et al. ACMG
Recommendations for Reporting of Incidental Findings in
Clinical Exome and Genome Sequencing. Genetics in
Medicine 2013, 15 (7): 565-574.

* T v kproien avtic g ovotaong Préme avti GAlov
May, T., On the Justifiability of ACMG Recommendations
for Reporting of Incidental Findings in Clinical Exome and
Genome Sequencing. Journal of Law, Medicine & Ethics
2015, 43 (1): 134-142 xou Hofmann, B. Incidental findings
of uncertain significance: To know or not to know — that is
not the question. BMC Medical Ethics 2016, 17 (13): 1-9.
H ACMG 1ehkdg évav ypdvo HETE oavayvodpioe Tnv
duvatdtta va apvndel kdmolog v evnuépwon yio Toyoio
EVPTNLOTA.
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TNV YEVETIKN HOG 10tocvotacio. o kdmolovg
péiota  oavtitifetor oty elrAocogio TV
avBporivov dikaopdtov, 660 Kot oty 1010 TNV
noum 0Ké\|/1].42 To emyeipnud pog dev eiye
oKOmO Vo VTOGTNPIEEL OTL vPisTATOL £VOL YEVIKO
dwoaiopo  dyvolag, ovTE OTL M YvOON O&v
amoteAet tnv condition sine qua non g
ovTovopiog kot YU owtd NG EVNUEPNS
ovykatdfeong. Ot yevetikés OUMS TANPOPOpPiES
Oétovv  duquuoto  Kovovplo Ko oG
VIOYPEDVOLY VO OVOGTOYOGTOVUE OKOUN O
Babid mhve oTIC £vvola TOL TPOCMHOMTOVL Kol TNG
avBpomivng aélompénelag. To mapddetypa g
AAeEavopag eivar yapakTnPloTIKO Yo Vo Hog
dmaoel va KataAdfoope 6Tl 0 KATOKAVGUOS TV
YEVETIKOV TANPOQOPLOY  dgv  onuaivel kot

avaykn Kot evioyvon G ovtovopiog Tov
TPOGAOTOV. Abvarar, o OPLOUEVES
npovimofécelg, va ovvtedéoel oto  avtifeto

OTOTEAEGO, EVO 1 VIOYPEWMTIKY OVOKOIVMOOT
TUYOL®V OMOTEAECUATOV YEVETIK®OV €EETACEWDV
amoTeAel AVETITPENTO TATEPVOAGLO.

Ag emotpéyoupe OUMS GTNV TPOTPOTY| TOL
Kavt ‘Sapere aude!’. Eivon mpdypatt opdipo vo
vrootpyBel, amd pio Kovtovy OnTIKY, €va
YeVIKO Owoaiopo oty dyvoua, av kot Bo wpémet
VO CTUEIDGOVLE, EMIONG, OTL OV LEICTATOL KO
€V KAVTIOVIG TPOEAELONG KavTiavd Kabrkov
omv evnuépoon. H xoavtiavn mpotpomn oev
OVOPEPETOL GE TANPOQoOpiec, Otav WAL Yo
yvoon. Kdr tétoro dev  eivan  tuyaio. H
TOGOTNTO TOV TANPOPOPLOV dev onuaivel kot
avaykn — kou  gvioyuon Mg avTovopiag,
AVTUANTTNG G EAEYYOV EML TOV ATOPACEDY TOV
AapPavoope. Eav emBopodoaue vo Aapovpe
KOTOEC  OMOPAGES HE OCEG TEPLGGOTEPES
TANPOPOPieg LTOPOoLGAUE Vo, GUAAEEOVE, AAAES
amopdoelg Oa  émpeme vo  Aappdvovtor pe
Mybtepec  mAnpogopieg M Oa  Empeme  va
Aappdvovpe Alyeg, pe Pacmn ovtd 1O KPLTHPLO,

*2 Hottois, G. A Philosophical and Critical Analysis of the
European Convention of Bioethics. Journal of Medicine
and Philosophy 2000, 2: 133-146.

KoukouléAng K. / BionSika 5(2) SentéuBptoc 2019



Original Article

amopboeic.® O mMpng  éheyroc  Kamowwv
amoQAcE®Y — TEPA. amd TO OTL Elval avOpoTiveg
advvatog — B onpatve 6tL dratnpode Atydtepo
éleyyo ot (wég pog ocvvolkda. H ovvdeon g
aVTOVOIOG He TOV €AEYY0 ®©C TOGOTNTA
TANPOPOPLOV OEV Elval ALTOG TOL EMKAAOVVTOL
Ol EMKPITES TOL OIKOIDUOTOS GTNY Ayvolo TV
YEVETIK®V TTANpoopuwv. H mpotponn tov Kavr
TEMKO  onuaivel  oamlmg  «Eye  Bdppog  va
YPNOUOTOIEIC TOV O1KO GOV VOou!», TNV d1K1 GOV
kpion Olywg v KaBodynon Kavevog AGAAOv,
kopiog avbeviioag, m omola Ba pmopovoe va
OVTIKOTAGTNOEL TN Ok Gov kpion. Me tovto
GUVOEETOL KOl 1] KOTOYVPMOOT TNG WO1MTIKOTNTOG,
OYL LOVAYQ LLE TNV U1 KOWVOTTOINGT TANPOPOPLOV
OV LG apOopovV, OAAG kol pe TtV BepeAidon
wKavoTNTOL VoL EAEYYOVUE TNV pon TG
mnpoeopiag mpog tov gavtd. To {Rmuo dev
glvan YUYOAOYIKO, OAAG TPOTIOTOG
KavovioTiko.

* Takala T. The Right to Genetic Ignorance Confirmed.,
op. cit,, 293, Helgesson, op. cit., 33, Bortolotti, L. The
Relative Importance of Undesirable Truths. Medicine,
Health Care and Philosophy 2012, 16 (4): 683-690.

* To emyeipnua avtd éxet peyéAn onpooic oy enoyh
™G TANPoopiag, OTMG avth EESMAGVETOL 6TO TESIO TOV
KuPepvoydpov, 610 0TOi0 M KAVOTNTA Lo VO EAEYYOVLE
™mv pon G mAnpogopiag vmoympel kaOe pépo Kot
TEPLGGOTEPO.

ZL www.bioethics.gr
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