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HAsktpoviko Meplodiko tng EBvikAg Emitpomnric BionBikng

To Neplodiko "BIOHOIKA"

To Tlepodwkd "BIOHO®IKA" oamotekel mAextpovikny £€kooomn g EBvikng
Emutponng BionOikng. To Oepatikd tov evolapépovia KaAdmTouy OA0 TO QAGHO TNG
ovyyxpovne Pronbikng. I'a to Adyo avtd, kahodue Oyt uoévo Kablep®UEVOLS A
KLPIOG VEOLS EMGTHIOVEG VO, GTEIAOVV TG GLUPOAES TOVC.

Yxomog tov Ileprodikov eivar m evnuépmon Kot M avtaAloyn omdyemv Kot
YVOGE®Y UETAED TV EMOTNUOVOV OA®V TOV KAGO®V HE 10taitepo Bewpntikd 1,
TPOKTIKO eVOLOQEPOV Yo BEpaTa Tov apopovv otn Bionbum. [Na v enitevén avtov
OV 6KomoV, 6To Ileplodikd dnpociehovial, Ty EMANVIKNA 1| OTIC KOPLEG EVPOTATKES
YAOOOES, epyaciec mov amoteAoOv ApBpa Zvvtaing, Ilpwtotumeg Epyoaocieg won
AvocKomoELS.

Ot Ilpwtotuneg Epyaciec xar ov Avackomioelg dwfipdlovior avovope oe
JIEMIGTNOVIKY] OUAd0 TPV KPLTdV, ot omoiotl Tig aglohoyodv. Mdvo 6cec epyacieg
AaPovv oplotikny €ykpron omd Tovg Kptég ompoctedovror oto  Ileprodiko.
Emonpaiveron 611 o1 andyelc ota Keipevo ek@palovv Lovo T0VG GLYYPOQELS.

Avolvtikég mAnpogopieg vy to Ilepodwd "BIOHOIKA" 6o Ppeite oty
totocelida Tov EOvikod Kévtpov Texpunpimong (IIEPIOAIKO Bioethica).
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ApOBpo Zuvtaénc

AlemiotnovIKOTNTA KOl eknaidevon otn Biondwkn

Tdknc BlS&Anc™?

! EBvikr) Emutpomtry BlonBukric, ABrva, EANGSa.
2 Epretpoyvipovac HOWNG kat Asovtoloyiag, Eupwraikd Emttport).

@ t.vidalis@bioethics.gr

Né€elg kAewdua: Exmaidbevon otn BonBiwkn, MJETAMTUXIAKEG OTMOUGEG, TPOYPAUUA  OTIOUdwWV,
diemotnuovikotnTa.

Interdisciplinarity and Education in Bioethics

Takis Vidalis'?

! Hellenic National Bioethics Commission, Athens, Greece.
? Ethics Expert, European Commission.

Keywords: Education in Bioethics, post graduated studies, education syllabus, interdisciplinarity.
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Editorial

Muw ewoocoetion petd TV EUEAVION TOV
TPAOTOV KEWEVOV O1Ebvmdv opyavicumv (10img g
UNESCO), mov mepthaupavoy TpoTpomés yio v
npomOnon g Bronbwng omv exkmaidevom, 1
EIKOVA TOV TL TPOAYHOTIKG Umopel vor dtdoyOel Ko
TL Oyt TOpapUEVEL Yoo TOAAODG  BoAn. Aev Toug
elvar dnAadn capég, av n Bionbwm €xel pbdoet
oto onueio va amotedel OKPITO OVTIKEIUEVO
OTMOVOMV N TOPUPEVEL ONADG [0 TEPLOYN
OLAGYOL Yo TIC NOKES Kol KOWVWOVIKEG GUVETELEG
mg teyxvoroyiag. O dudhoyog ovtdg elvor pev
EVOLQEP®Y, OAAAL YOPIG TNV oamoitnon va
KOTOANYEL 6 TOpadoyEC mov Ba pmopodoov va
UETOOIO0VTOL LE GLGTNUATIKO TPOTO.

[Tpoypdupata yio ™ Bionbwn oe didpopa
enineda vdpyovv omd kKapo, PEPata, oe OGAOV TOV
k6opo kot moAAamAoactalovior  JlpKAG,
AQNVOVTAG TNV EVILMOON UG «UOONG» OV
powalovv  va  akoAovBobv 1diwg ot BeTikég
EMOTNUES: OTO KAT® — KAT®, OV 1 TPOOOOG TNG
EMOTNUNG KOl TNG TEXVOAOYiag €xel emtayvvOed,
QEPVOVTAG LOG OOPKADS VEEG EQPOAPLOYES KoL TTOAD
TEPLGGOTEPES VITOGYECELG Y10 TO KOVTIVO HEAAOV,
Myn Ponbwn eivor  amapaitmn Yoo va
OloKedAoovE  avnovyieg mepl  «AOK®V  TOL
A10Mov» N «LOONTELOUEVOV HUAYDVY. ..

Avti N «pdday, OUMG, TOV TAVETICTNUOKOV
Kuplog mpoypappdtov dev onuaivel amapoitnto
KOl OCUOTNUOTIKY] HETAO00N YVOOEWV. ApPKETH
TPOYPOLUOTO, — OKOUN KOl  UETOMTUYLOKOV
OTOVOMV, E0M KOl OTO EEMTEPIKO, OEV Elval Topd
Lt GLYKEVTIPMOT OALEEMY EMOTNUOVOV OTtd
Olpopovg KAASGOLG, TOAD ONUOVIIKOV GLYVE
OTNV €WIKOTNTA TOVS, TOL OUMG OEV £YOLV TOPA
o gpactteyviky) oxéon pe t Buonbuwm. Ot
OAEEELS avTég etvan peta&h toug acHvoeTeg, Ogv
EVIAGGOVTOL GE U0, OO GTTOLODV TOV TPEMEL VAL
oprobetel tO avrikeipevo kot vo odmyel Tov
onmovdaoth and Ta facikd ota 0kd OEpata.
Kdanow mpoyphppato  pilodv  yeviK®OG Yo
«Bronfwn» kot avaeépovior HOVo otV 10TPIKY
deovroroyia, yoplc va mepthappdvovv 1
owyeipion g Long GAL®V 0pYOVIGUOV EKTOC TOV
avOpodmov. AAlo, aoyoloLVTOL HE  KAOGIKA
Oénata, onwg my. v evboavacio, ywpic va
oLVOEoLV e dAAa {nTHaTo OV EMioNG APOPOvV
™m ouwpkel g ovOpomvng (ong, OmmG M
duproon, n EMAOYN euppdov oty
vrofonfovpevn avamapaywoyn 1M 1 kobvotépnon
g YN\pavong. TloAlol Betikol emoTrpoveg, TaA,

“L www.bioethics.gr

Apdpo Suvtaéne
nepopilovior  og  pi amAf]  TOPOVCIiNoT
EMGTNUOVIKOV eEeliéewv, ovvnBmg

EVIVTIOGLOKAV, TIG omoieg yvopilovy KoAd Adyw®
™G EWOIKOTNTAG TOVG, YWPIc OLmG va elval og BEom
Vo EVTOTIcOVV GLYKEKPLUEVE NOKA TpoPAnpaTa
oand T e&eMerg avtéc. Koar to avrtiotpo@o:
PAOGOPOL KOl VOUIKOL «EWIKODY OVOTTOGGOVV e
™ peyaAvTEPT dveom évav mpoPAnuotiopd mepi
Nowng, omd  apopur] UL EMGTNHOVIKY
avakoivoon ota MME, ympig va e&gtdlovv 10 av
glvol mPOKTIKG €PUPUOGILO TO. GUUTEPACUOTO
™G, KATL Tov amoutel —potlpaio- kdmowo Padud
€€OIKEIMONG E TO OTOLXELMON TOVAUYIGTOV TOL
GLYKEKPILEVOV EMGTNLLOVIKOD TTEGTOV.

Avt N edva NTav {0MG OVOUEVOLEVT] GTO
TPOTO, XPOVIAL HETA TNV OVAOVLOT TNG CUYYPOVNG
Bionfumg, oOtav axoéun mn  Ogpoatoroyia g
napépeve avelepeovntn, evod véeg eEelEelc g
TEXVOAOYIOG cuveEXDS TV eumiovTiCov. Topa mo
oev etvar. Tati, 660 Kt av 1o medio mapapével
BoLd, €xovv Owapopembel opiouéveg otabepég
ot omoieg pmopel kaveig vo Paciobel yuo va
TPOYWPNCEL TOPOKAT®. ZEPOLUE, T.Y., OTL 1M
BionOwr dev mepropileron oty latpikn, o1t
oxetileton  avoykaotikd pe 1t Oewplo TOV
dwanopdtov kot 1 Bewpia g dworocHvng, 0Tt
npobmobétel éva corpus PacKOV YVOCEDV TOCO
and Tic Betkég 660 kol amd TG OBepmrTikég
EMIOTNUEG, OTL TPEMEL VO, GUVOLUAEL KPLTIKA LE TO
Buodikaio mov Bpioketar oe minpn avamtuén Tig
televTaieg deKaeTieg, OTL €€l TOLG OKOVG TG
Beopov¢ k.0.k. Ot otafepéc avTég dev dAPEPOLV
EMOTNUOAOYIKA omd TIC ovtioToleg o€ GAAa,
Kabepopévo yvootikd media: €xovv eEnyntikn
a&lo Kot dtgpKela. ATOTEAOVV YVMOGT TOV UTOpPEl
vo  petadobel, emopéveog  AVTITPOCHOTEDOVY
avTIKEILEVO EVOC TPOYPAULOTOS GTOVOMV Yol TN
Bionfum kou pdhota avaykaio avrikeipevo kéoe
TET010V  TTPOYPAUpaTog omovdwv. H amdxtnon
ToUG &ivanr mpovimdBeon yw v gupdbovon oe
omotoonmote Bépa eivor mBavdév va avadeier n
ovyypovn TeYvoAoyia, OGO TPMOTOTLNO KL OV
eppaviletat.  Ymapyel, Aowmdv, £voc Pacikog
KOPUOG YEVIKA TOPUOEKTMV YVAOCEMV Yo TNV
exmaidevon ot Bionbwr, t0v  omoio
KOTOKTAOOUE VOTEPO OO TECOEPLS OEKOETIES
OTEAELOTOV O1IAOYWV, O0QPOVIOV, OAAL Kol oG
TANUULPIO0S VEWV  EMIGTNUOVIKAOV OESOUEVOV.
Etvon pia apyn yu va Eekabapioel oryd — oryd 1o
BoLO Ttomio KOl VO (OTOCOVUE GE AVATTVYUEVO
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Editorial

TPOYPAUMOTO €KTTOidEVONG, OV va. a&ilovv Tov
TiTAO TOVC.

[Noti, ouwc, dev éxer ocvpPel akdun KAt
t€1010; Towg ywuti dev elpaocte 1660 TPdHOLOL VO
aQnoovUe Alyo omnv Akpn TNV O0CQAAEW TNG
EWOIKOTNTAG MOG Kol Vo TPOGTOONcOvUE v
EMKOWMVIAGOLUE HE TIG OAheg edkdtrTeg. H
OLEMOTNUOVIKOTNTA  €AKVEL  TOAAOVS G TO
YOPOKTNPIOTIKO TG Oong g Bionbwng, oAAd
dev @Bdavel vo pog kepdiocel 6tav aoyoAoVLUOTE
pe 1t Oegpatoloyia g teAevtaiog. H  oamdq
npovmdOeon va Katoavoodv ot Bewpnrtikol €mi-

“L www.bioethics.gr

Apdpo Suvtaéne

OTNUOVEG T.Y. TN Oeopd HeTald KLTTAPOL Kot
YoVioiov 1 o1 BeTIKOl EMOTAUOVES TV €VvOold TOV
dwauopatog, Ogv  elvar  akoOun  dVoTLYMDG
oVTOVONTN, Kol avtd Oyl Lovo ot yopa poc. Ot
Baoikég, Opws, otafepéc Yoo TNV eKmTaidevon o
Bion0um amottodv amd 660v¢ asyorovvTal, ovTy
mv  eldyotn  SlemomnuovikonTo.  Av TNV
KOTOKTOOVUE, TOTE T mpdyuato Oa mapovv To
opoépo  tovg, kabBdg  elvar  axpifog M
OEMOTNUOVIKOTNTO TO 7O ONUOVTIKO Tov Ha
Exouv ddaybel —mg pHEBOdO, Oyl OC «ETOLLO»
0€d0UEVO- 01 OTTOPOLTOL TV TOVETIGTIULIUK®OV LG
TPOYPAUUATOV.
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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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Original Article Mpwtotunn Epyaoia

‘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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Original Article

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.

ZL www.bioethics.gr

Mpwtotunn Epyaoia

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.
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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.
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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.

KoukouléAng K. / BionSika 5(2) SentéuBptoc 2019



Original Article

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

ZL www.bioethics.gr
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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.
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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.
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‘Eva «BLonBiko neplotatiko» otn cuyxpovn EAAGda

Xprjotog Aoung
KaBnyntng, Alatpunpatiko MNpoypappa Metantuytakwy Zrmouvdwyv, Mavenotiuio KprAtng, HpakAeLo.

< louis@imbb.forth.gr

Iepidnyn

[Mapovctdlom €0d éva wTpkd meplotatikd pe cofapéc Prondukésg mpoektdoelg mov GuvEPRN oty
ABMva mpv and mepimov 90 étn. INo va mictomonBel av pio emdnuio ayvdoToL a1ToA0Yiog AOUMEE®S
oN X0po, pKkpn o€ &animon, Nrov Adykelog mupetdc | Aemtooneipmon, evédnkav (epfoirdeOnioay) amd
ywpd Tov EAAnvikov Ivetitovtov Tactép detypota opov/aipatog omd voonoavies amd v emdnuio o€
Tpelg EykAelotovg YoyaoOeveic. To amoTeAEGLOTA TOV TEPALATOS OVTOD 0O YNoAV TOV VIELOHLVO YLTPO
0TO CLUTEPACUO OTL ETPOKELTO OVTMOG Yoo emdnuia Aaykeiov. Eved opmg Alyo apyotepa to ITapiowd
Ivetitovto [ootép €pbace, petd amd mpdcbetec avaivoels, oto avtifeto cvunépacpa, to Ymovpyeio
Yylewng enépeve oty apyikn dtdyvoon yopig va Aapet ta déovta pétpa. Evtuymg n emdnuio otn Zopo
én&e ovvropa, OmMG Kol Ol GXETIKES GLLNTNOELS GTOVG 1ATPIKOVS KUKAOLG KoL, Tapd TO OTL 01 0cOevelg
dgv elyav evnuepwbel moté yio v dwodikacio TNV omoio LVLESTNOAV, TEMK®OG Ogv LINPEE VOUIKN
GUVEYELXL: LETA OO TNV OPYIKT] UVLGT KATO TOV Y1OTPOV Y10 OMOTEPA POVOV O LOVAIIKOG VOGOaG amd
TIG EVEGELS TOV LOAVOIEVOL aipatog acevig amobepamendnke xwpig LaKPOYPOVIES ETTTMOCEL.

AgEarg krewrd: Ilepdpota oe avBpomovg, emdnuicn Aaykeiov mupeTov TV ABnvov, evhuepn
GLVAIVEST), LUTPIKO CPAALLO, ECKEUUEVT] LTPOYEVIG AOTUWOED.
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A “bioethical case” in modern Greece

Christos Louis

Professor, Interdepartmental Graduate Program in Bioethics, Heraklion, Greece.

Abstract

| present here a medical case with serious bioethical implications that took place in Athens
approximately 90 years ago. To verify whether a small epidemic of an unknown infectious disease on the
island of Syros was due to Dengue fever or to leptospirosis, a physician working at the Hellenic Pasteur
Institute injected serum/blood taken from three epidemic victims into three institutionalized psychiatric
patients without their or their legal guardians’ consent. The results of this experiment led the physician to
the conclusion that the epidemic was indeed due to Dengue fever. Although a short while later, after
additional investigations, the Pasteur Institute in Paris came to the opposite conclusion the Ministry of
Health insisted on the original diagnosis and took no measures against leptospirosis. Fortunately the
epidemic on Syros, as well as discussions in medical circles ceased soon thereafter. There was no legal
follow-up of the initial lawsuit against the physician for murder attempt, given that the only one of the
injected individuals who got sick as a result of this had been cured, and suffered no long-term effects.

Keywords: Human experiments, Athens Dengue fever epidemic, informed consent, medical malpractice,
intentional iatrogenic infection.
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Ewayoyn

"Exovtag Ontevoet, and v 10pvon Tov 1o
2003, ¢ Owdokwv oto  MetamTuyoKO
[pdypoppo Xmovddv Bionfwmg TOV

[Tovemomuiov Kpfme avapotbnko mwoAlég
eopéc mwg eivor dvvatd va PpeBodv  poali
EMOTNUOVEG EOKEVUEVOL GE TOCO OLOUPOPETIKA
nedia ko oyl HOVO VoL KOTOPEPOLV VO, KPATHCOVY
oe YNAO emimedo 10 IIpoypoappo avtd oArd,
Kuoplowg, vo pnv  UmAEKovv HETOED TOVG GOE
atéppoveg ovintnoelg yopw amd 0Oépato To
omoia, Katd Kovova, dev umopel va amovinovv
LUE HOVOOTUOVTIO 1), £0T®, KAT®G amAd TPOmO.
Befaiog  éyovpe Olot oto  Metamtuylako
[Ipdypoppa  Xmovddv  Brombumg  vmdpéet
pbptopes eAappdic acvvevvonoiog mov Pacileton
kaboapmdg oV SWPOPETIKY)  OKOME oV
PAémovpe ta mPAypoTo PE TIG EMGTNUES TOL
COVTITPOGMOTELOVUE», AALG Etvan Temoifnom pov
g avtd anotelel emiong 1o duvatd yapti Tov
[Ipoypbppotoc ko Oyt odvvopic tov. Oa
enavéA® oto Oépa acvvevvonciog oto TEAOG
Tov  GpBpov avtov, aeEoh ocvintow éva
TEPLOTATIKO OV GVVEPRT otnv EALGSa mtpv amd
nepinov 90 ét. llpémer va tovicw mwg degv
Bewpd OtTL T0 YEYOVOS 0T TTapoLGdlet gite TIg
TOMTIKES Béoelg TV EUTAEKOUEVOV
(BevileMkoi-Bacihkol), eite T1g amdyelg mepi
«GMGTOV KOl TPAKTEOLY TNG ENOYNG eKetvng. Mn
OVTOG 10TOPIKOG, OAAG Kol OVTE VOMKOG 1
QUOG0POG, {NTd TNV KATAVONOT) TOL AVAYVOGCTY
yw tov, mOOVOG, OSPOPETIKO TPOTO TNG
TPOGEYYIONG MOV, TOL  givor  omdppold NG
EMOTNUOVIKNG  €0IKOTNTAG MOV (YEVETIKN-
YOVIOIOULOTIKY).

Ta «wpogopTio»

Ta wolokaipe tov 1927 wou 1928 n
EAMGOO kou kuplog M meployn G HETEMELTOL
Aroumoeng Ipotevovong dokipudotnke and 6Ho
emonuieg Aoaykeiov mopetod (AIl, Dengue
fever).!? H acbévewn aVTN, TOL OPEIAETAL GTNV
nafoyovo Opdon 1OV UG  OKOYEVELNS e
TEGGEPELS 0pOTOTTOVG (DENV1-4) OV
HETOOI00VTOL GTOV AVOPMTO ATOKAEIGTIKMG OO
70 dNyHo Kovvoumidv Tov yévoug Aedes. Moveg
eEAPECES  OMOTEAOVY  1OTPOYEVEIS LOAVVOELG
(m.x. petayyicelg aiparog).” H acBéveln €yl wg
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ovvnbeg amotéleoua eovOnquota, VYNAS TLPETO
Kol, —Kupiwg, 1oyvpdTOTOVS TOVOLS  OTIC
apBpwoelg, OBopiler dnAadn kdmwg por Poaptd
ypinm. Na tovicom 6t 1 acbéveln, Katd Kavova,
dev etvan Bavatneopog, av eEaupéoel Kaveic Tov
Bavato vrEpynpwv acbevodv 1 atOU®V OV
OVAKOLV ©€ OMAdES VYNAOD Kwddvov (T.y.
ynpTpkol acBeveic, Kapkvomadel,
avocokateotohpévol,  k.T.A).  Emiong, ot
acBeveic €govv, HETd TNV AVAPP®OY| TOLG HETH
NV TAP0odo MUEPOV ©F OAlymv gBfdouddwv,
PN avocio Yo 10 Tov 16iov opon'mov.‘r"
Meydio mpdfinuo Opmg omoteAel o véa
poAvvon, apyotepa, pe 10 DENV dwagpopetikon
OUMG «OPOTVTOLY TNG MPAOTNG AOTU®ENG: aVTN
odnyel ovvnbwg omv gpedvion pwoG vEag
poperig  AIl:  tov  «opoppoyikd  All»
(hemorrhagic Dengue fever).” Exi mAéov tav
vréromey cvuntoudtov tov All, ot acBeveig
napovstalovy €0 KOl OmO  TMOAANTAES
E0MTEPIKEG aupoppayieg omd dSidpopa Opyova.
[ToAAéc @opéc M Khvikn ekdvo Tov acBevoig
eEelMooetan ypnyopa oe «All-cOvopopo cok»
(Dengue fever-shock syndrome), omdte ywpig
EVTOTIKY] VOoooKouewKky Oepameio o Odvoatog
elvar m ovyvotepn KatdAnén g televtaiog
OLTNG LOPPNS TOV AIL’

2mv ABMva tov «tOTEN, N TPAOTN £MON i
(1927) éoptace amd v Alyvmto pe éva
KOPLTGAKL TOL VOG0oUGE NN Ko giye €pBet va det
TOVG GLYYEVEIC mg.s XOvropa petd v aeiéEn e
TomnOnke amd £va kovvovmt Tov gidovg Aedes
aegypti ko étor Eexivnoe n emdnpia. Nopig 1o
emopevo  kaiokoaipt (1928) o 16¢ pdAlov
Eexivnoe v eméktaon  TOL  amd  TPELG
O1KOOOLOVG GE OKOOOUN 6TO KEVTPO TG ABNvag
oL TOWTNONKaY amd KOVVOUTIA-POPEIS TOV TOV
KOVBOAOVGAV HEGH TOVG OAOKANPO TOV YEWLDVOL
OVTOG GE «VAPKN».

Ta oamotedéopoata TtV 600  oLTOV
EMONUIOV, 10img ™G devTeEPNS, NTav Papvtata
v v omuoéca vysio. To 1927 véonoav amd
AIT péypt 75000 dropa oe AOnMva xon Tleypond.
Apywag gltyav avagepBet pdévo 3000 kpovouata
Kol toutoOxpovny  €£0pPOT  TOL  KTPUUEPOV
TUPETOV» (10 JLAPOPETIKTY, 10YEVIG VOGOS OV
eMioNg HETOOIOETOL UE TOIUTLLOTO, KOVVOVTILADV),
N Aolpwén ot dpmg apydtepa dopBmOnke and
TIG OpUOdIEG apyES o€ Kpovopata emonuiag AlT
Kol GLUTEPIMNEONKAY TOAAEG TEPIGGATEPES
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nepmtooels aobévelag. To 1927 dev avapépOnie
0¥te évag Bdvatog amd TNy emonpia.

Tnv emndupevn ypovid Opmg, ot apBuoi
ekTvayOnkav  oto  dyn: otV TEPLOYN
Avounoeng  Ilpotevovong (dniadny  Abdnvo,
[Tepand ko mepiywpa) vOONOAV TOVAAYLIGTOV
693000 dropa (méveo amd 80% TOL TOTE
mAnbovopov), eved diia ~270000 kpovouoTo
onuewwdnkav oty vmdlomn  yopa.  Ag
onuewdel g o aplBuog Tov ektdoc Anvav
kpovopdtov All oesihetar kvpiowg oe  dvo
ovykvpies. Ilpodtov AOy® 0épovg  moAloi
Katowkol Tov ABNvav eevyav glte yio dloKOTES,
glte yio va amo@Oyovv Vv emdnuio, Opmg elyav
Non poivvlel kot m oacbévela exdnAdvovtav
omv emapyio. Agbtepov, o aplBudés TOV
Ta1Tov avéninke dvcavdloya yati AOYw
MG VROYPEMTIKNG YNEOL OTIG €KAOYEG OV
&ywvav  otig 18  Avyovotov 1928  moAlrol
etepodNUoteg  avaykdoOnkov Kot avtol  va
@Oyovv mpog v emapyio (moAlol am’ avtolg
elyav emiong poivvOel mponyovpévmg). Aegv
amokAeieton  PePfaiwg o€ mOAAG  pépn  va
onuovpynnkay HKpéc, Tomkég emonpieg (m.y.
Atywa, PBA. TopokdTo®) TO TEPIGGOTEPO OUMG
Kpovouata eKTOC ABNvov NTav OVIMG KATOKOL
™G TPMOTEVOVGOG TOL ElYOV uawmvné)ai.g

O ovvolikog apBudc tov Boavatwv ond
AIT 10 1928 avagépbnke amd tic apyés wg 1553.
2to apyeio Tov Epyaocmmpiov latpodikactiknig
tov [Mavemommuiov AGnvov v 10 €tog awtd
avaépovtol KAt tov 10 veKpOTOUES aTON®V
mov KatéAn&av vooohvteg omd ATL® Me G\
Aoy, ot outieg Bavdrov PefoardOnkov amd un
€0Kovg youtpovg pe Paon v mpobavdrtia
KAMVIKY] €1KOva, Kot dpa o aptBpds tov Bupdtov
umopel vo rav apKeTd d1apopeTIKOS (TOGO TPOC
T0 TV, 0G0 Kot Tpog To KaT®). H epnpuepido H
KoOnueprvy avoeépetl 2-3 € petd v emdnuio
Tov aplBpd tov vekpodv og 3013 pe dwaoAoyio
YlO0L TV UEYAAT O10POPE T®V ETCTU®V GTOXEIOV
o 10  Ymovpysio Yyewng elye  dmoet
TPONYOLUEVOS LUKPOTEPO aPlOUO VEKPOV Y10 VOl
unv  emnpeocHel  o... TOVPWOHOG.. XNV
BipAoypagio g emoyng, Kot mopd TOV TOAD
piKpd  aplBud  VEKpPOYL®DV,  OVOPEPOVTOL
TEPMTAOGELG Bavovtwv ue E0MTEPIKEC
apoppoaryieg kot on Tpog To TEAN NG emdnuiog
tov 1928. MdMota avapépoviot OpKETEG TETOLEG
TEPMTOCELS EWKOTEPA OGNV Aiyw(x,l OmoL TO
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1060010 Bavatov ovd 1000 kotoikovg MrTav
katd 30- 50% vynAdtepo an’ avtd tv AOnvov
Kol TOve omd SumAdclo dAA®V TOAE®V NG
EMMNVIKNG EMKPATELNG. AVTEC Ol TOPATNPNOELS
eupécmg detyvouv pia mhavotTTa vo vIpEe TovV
Avyovoto 1928 po devtepn, véa €l6foAn tov
100, ALV TN QOpd Sl0POPETIKOV OpOTHITOV
(néArov DENV-2),11'12 oe avrtibeon pe 71O
HEYOADTEPO TOGOCTO TMOV VOGNGAVI®OV TOUL,
OmwG  mpocolopicOnke  pHe  ePYOOTNPLOKES
puebddovg mpv amd ~50 €, ogeideto oe 16
0pOTOTTOV DENV-1.5 [Tavtog to Bépa dev Exet
akopo  Avbel kot a@ov  To  dTopo OV
appoctnoav to 1928 and All ko eivar axopo v
Lo  elvor  mAéov  ehdyota, oV KATOL0G
amoeacicel va. acyoindel pue v amdvinon Tov
epouatog, Ba mpémel va avatpélel e TOAD
eCedwevpéveg kol mavakplPeg  €EETAOEL,
mOavadg e yovidtopatikég pebddovg.

Ta mpoPfAjuota  mov  OMpovpynoce 1
emdnuio avt otV Kowvavio g AOnvag ftav
tepdoTio Kol okéPTOopal TS O avtidpovoav
onuepa ta «kavioy ko o Tomog yevikdtepa.
[pdynat, n oM oty mOAN enmpedobnke T0
kolokaipt Tov 1928 o©g peydho  Pabuo:
avafAnOnkov ot e£eTdoElg Yo TNV €16000 VE®OV
eormtov ota [lovemotmjuo, ovapAndnke n
OTPATEVCT] VEOGVAAEKTOV TMOV KAAGE®V TOL
elyav ogpd, avapAndnkav maumoileg oikeg
Myo  elMelyemg  OKAOTAOV, EVOPK®V KOl
Sknyopwv, EkAelcay mhve ard to ol 0éatpa
Kol KIVIUATOYPAQOl, KOOMG Kot €0TIOTOPLOL KO
KEVTpO avoyuyns, K.0.K. Ot epnuepideg Eppbav
amo... owenuicelg mov avépepov tov All, o
nmpoiovia Ommwg «Kpaocid Agkelelag», @dppoko
navtog eldovg, PePaing pe dyvooto tpodmO
dphong Kol EVTOHOKTOVA TOL Kavelg dev yvmpilet
i mepeiyav (mboavotata elappd opuvkTédaia)
OAAG KO TNV «a0DVOYOVIGTOV £PEDPETTY TOD K. E
Povoovy OV VINGYETO KTTPOYUOTIKIV
avaKoLPIoIVY Y10, TNV KNAN Tov €mabe KATO10G
and NV «amouciav avtyv vocoyn. Agv  glval
Aowmov mepiepyo mov aKoAovOncav ta cuuBdvia
oto onoia 0EA® va e6TINGO®.

[Ipwv mpoympnom mapoamépa, vo Tw Tmg M
emdnuion tov 1928 £yet peiver oty debvn
BipAoypapic g n povn mepintwon AIl O6mov
appOCTNCOV GYEOOV OAOL Ol KATOIKOL HL0G
TEPLOYNG.
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O ywopTtég

H egmonuioc tov 1928 nMrtav n televtaio
emonpia AIl oty ydpa pog. Mo pepkd axouo
€N KUKAOQPOPOVGOV HEUOVOUEVES «EONCEIG»
Yoo uKpéG emdnuiec, 6Aeg ektog ABnvov mov,
opac, dev emPePourddnkayv moté appodinc.® To
véa ovtd Pacifovio oe Un  EMGTNUOVIKOG
OTNPLYHEVES OLOYVAGELS JpOp®Y  0CGHEVEIDY,
oVYVOTOTO UE YOPUKTNPIOTIKG AOIUDEEDV TOV,
eviote, Buplov All cvvnBwg o mo Popld N Kot
un exdoyn. e Ta kpovouaTa ALTA AVAPEPOVTO
o¢ Opopikny ddyvoon tOcso o Kitpivog
[Tupetdg (Mov OpmC dev elxe mOTE TaPoLSLAcHET
omv EA\GOa) 600 ko m Aemtoomeipwon o€
owpopeg popeéc ™. H mpotn, ocvyvotata
Bavatneopog Aolpmén eivoar €vag  «TumkoOg»
ALULOPPOYIKOS TupeTdg mov Bupilel tov AIl dtav
avtodg eppavicdel og emavapdivven acBevoig,
omwg avoeépinke npom/ovuévo)g.14 O «xitpwvog
TopeTdg elvar  povn Aolpmén mov petapépeTon

and apbBpdémodo Yy TNV omoio.  LTAPYEL
amotelecpatikd  gufolo  €0® Kol TOAAG
érn!15Avn€)étcog, N Aemtoomeipoon  ivon

Baxtmpuokn Aoipwén (ag Bvunbodue mwg v
emoyn] exkelvn  dgv  vmfpyav  okOpo  To
ocvnBtoan).lG Opiopéveg HOPPEG
Aentooneipwong £xovv Kamola KOWwa
ocountopato pe tov All, av kot vmdpyovv
apketd  otoyyela WOV 0OMYOUV  TOLG
Aowwéoroyovg (ov  omoior  PePaiwg ¢
€O, TOTE, MTAV €AAYIOTOL) TPOG TNV
péAAov ocwotn Odyveoon okopo Kot xopic
EPYOOTNPLOKEG OVOAVCELS (TOL KOl QVTEG, TNV
emoyn ekeivn, Mrav oxeddv avomoapkreg). O
Tpomog  poAvvong  eivar,  ovvnbog, péocw
HOAVGLEVAOV 0VP®V TPOKTIKMV.

Meta&d avtov tov oMbev emdnpiov Al
o avaeepbd €0d MO EKTEVAOC oTO CLUPAVTO
pETd TV «emodnpio» g ZVpov tov AVYOLGTO
tov 1931, o6mov appwomoav 31 dropa (ue
OPIOUEVA VO KOTOAYOUV) LLE CUUTTAOUATO TOV
Ooplav AIl. Ot tomwkoil 1atpoi amékAieicav
(cwotmg) tov Kitptvo TLPETd OAAL Kol TOV
«OPOPPOiKO 1KTEPO» (LOPOY] AEMTOOTEIP®ONG)
Kot KoTénEay otV didyvoon AIL®

To EAnviké Ivotitovto Ilactép (IIT)
KatoOmy  avalopPavel o€ cvvevwonon pHe TIg
apuodleg vmmpeoieg vyelag «...va  owelayayn
mepouate. el T Pdoel TV televtaiwv
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EMOTHUOVIKOV UEBOOWV  TPOS  O14yVoty  THG
vooooy. [lpaypatt, AMyeg nuépec apyotepa, o L.
Kopwomnetpog, tote otéheyog tov EAAnvikon 111
KOl OTEVOG ouvepydtng tov Atevbuviov Tov,
naporopupdver  detypota  aipoatog omd  TPElg
Yvprovoivg acbevelg (amd tovg omoiovg o évag
elye «otoAner) «xou  «kor'  evioAnv  tov
Yrovpysiov ¢ Yyietvne» eviel avtd oe 1tpia
ATOLOL TIOV «EVPITKOVTO €IS TO. TEPLYWPO TWV
AOnvav vro avatnpny arouovawaoivy. Téooepelg
nuépeg apyotepa o Kopvometpog avakotvavel
0Tt 10 £éva  GTopo  mopovcioce AP
ocopntopato Al evd ta dAlo dvo mapéusvay
VYW, TOLVAQYLETOV OGOV aPopd cvpmtdpota All
E@’ 6c0v o1 dvo avtol mepapatdvOpmmot (katd
10 mepapatdlmwa!) eiyov appootiost pe All
KaTQ TV Tponyoduevn emdnuia tov 1928, ta
OTOTEAEGULOTO TOV «EUPOAGHOVY LE TO Oiplo
TV acevdv ¢ XOpov amedeikvue KATH TOLG
vrevBovoug  onuoclog vyelog Ot M pukpn
emdnuio oto KVKAASiTIKO VNGi deV NTOV «allo T
Topa poppn daykeiov Papvtépoa s ooviBovgy

(®. Komavapng, AwvBoviig Yyewvng Tov
Yrnovpyeiov) «or «kard mBovornra  95%
amokAgieTal Kal n OTELPOYOITWOISH

(Aemtoomeipwon) (A. Tlambg, Ymovpydg g
Yyiewng).

Ot 1peilc  «epPoracOévieey  mhvimg
ené{noav, kor mbovotata Epabov kol ovToi,
OGS Kot OAOL 01 LTOAOITOL EVOLUPEPOLEVOL, TMG
N KAvikn-gpyaotnplokn (repapatikn!) e€étaon
ommv omoio. vrefANOncov dev NTav TEMK®OG
tinota dAAO mopd po Tpuma oto vepo: To IIT
tov lapioiov omeedvOn opydtepa, Exoviog
eCetdoel  delypato  OiloTOg  MEPIGCOTEPMV
acBevadv g X0pov, TG ENPOKELTO Yo KOBUPES
TEPWTAOCEIS AENTOOTEIPOONG, Gmoyn pHe NV
omoio OpmG depmwvnoe to Yrmovpyeio Yyewng,
Bacilopevo ota €VPNUOTA KOL TN YVOUN TOL
Kopwonerpov!

Ta pedeopmia

[Tov vo opyloer «avelg kot mov va
TEAEIDGEL [E TO ETakOAoVBa TG 16TOpilag VTNG;
H KoaOnpepwv (c@ddpo avTimoMTevopevn Toug
DdurerevBépovg 10TE) OMuociedEL apEcmOS Eva
apbpo  yvoung Omov ovopoTiETol YTt o
Ewayyeléoc Oev  «epviaxioe axoua tov K.
Kayuvoretpov ovte tov k. Iomavy. Mdahoto
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gypope OTL M emAoyn tev «Ooudtwv  wov
e0EYOnooy va guforiocBodv ue to. uikpopfio. e
Bovatnpopov vooov g Zopovy eite glyav dexbel
eni ypnuoot (EKUETAAAELON NG PTAOYS TOVG
and 10 kpdtog mov givol ddio gumrtvouon), eite
0&yOnkoav ev ayvoia tov (to Kpdrog eivar évoyo
ueyoing amorng). Av, téhog, ot gufoilacOéveg
Ntav  Kodol emotnuoves, TOTE Yol  Ogv
«BvoracOnkavy avt’ avtdv ot kk. Koaptvometpog
ko [Tomdg; TTotor nTav Aowmdv ta «BOpatoy Kot
¢ eneAéyOnkav; Amlodotata, Kot ot TPelg
Ntav yoyomabeic, £yKielotol 6Tto Apopoxaitelo
Yoyatpikd Noookopeio oto  Aaevi  (PA.
TOPATAV® TO. «TEPLywpa TV AOnvarv»).

AoyiKo glvar TG M 1oTopia OV CTAUATNGCE
€0®. Ovtwg, vmofAndnke unvoon yw amdmelpa
@ovov amd tov adeAPO Tov gpfoitacHEvtog kot
TEMK®OG  voonoavtog acBevovg. ‘Eywve 101¢
yvootd nwg n Awoiknomn tov Nocokopeiov Ntav
ce TANPN AQyvolr TOL GLUPAVTOG, €V OU®G
TponyovpéEVeS to Apopoxaitelo glye apvnbet va
dmaoel TV O1kN Tov ddswn otov Kapvomerpo yia
«to00 emkivovvo, meipauotoy. O Kopvometpog,
7oL EMECKEMTETO KaOnuepvag TOVG
euPolocéviec, oNlwoe mwg M €veon MTov
evteAdg  axivouvn. Oyt povo dev  vmnpye
nepintwon vo ndoyovv ond... Kitptvo mopeto (1)
aALQ M EMAY®YN TOUPETOL GE YuyooHevels o
BepamevTikodg okomohg NTov TV €MOYY €KElV
cuvnNg Ko emttuyng Tpoaktikn. ['a mopdderypa,
6€ OTOMO 7OV EMOGYOV OO VELPIKY GUEIAN
EMQYOTAV TOTE TLPETOC UECH  ATPOYEVOLG
poAvvong pe ehovooia. To yeyovog mwg 15% tov
aclevov méBavay ®¢ OMOTEAEGHO OVTOD TOL
gldovg Bepameiog (mupoBepameia l
mopetobepaneio) NTav TOTE EVPEMS ATOSEKTO €Q’
0oV 1 VvevpiK GOEIAN 0dNYyovsE, OAAMG,
névrote otov OGvaro.

Agv Katapepo vo avoTpEE® ota apyeio g
Ewcayyehog ywoo va 0w mog tereimoe, amod
VOUKNG TAEVPAS, M vmobeon owvth, TIOTEL®
ouwg mog o Kopwonerpog dev mapaméneOnie
TEMKOG oe Olkm, kor ovte Pefoiog kot o
Yrovpyog IMamdc: oyt pdévo dev vmapyet oto
OldiKTLO 1Yvog pog TéTolng OikNG, avTifET™g
pdaiota, o arpodwkoctg I'. Tpovmdkng mov
e&étaoe Tov voonooavta Yyuyomodn anepdvin ot
elye Gepamevbel mléov ex tov daykeiov.

[TBavdg Aowmdv 0 TEMKOG YOPOKTNPIOUOG
Mg vdbeong avtig dev umopel va glvar GAAOG
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amd Tov TITAO TOL €pyov Tov XaiEmmp «téhog
KOAQ, OO, KOAG.!

Mua cvvropn oviitnon

O Koapwonetpoc nMtav €évog  eEaipetog
EMOTALOVOG LLE E0TKEVOT) GTO TS0 TOV CNUEPD.
ovopaletoar Anuoocto. Yyela. o moAAdd ypovia
peAétnoe  vooovg MOV, TNV €MOYN  TOVL,
OmOTEAOVGOV UACTLYEC TNG EAMANVIKNG KOWVOVING
Om®G M HECOYELNKY avorpio, OAAG dnpocicvce
Kol TOAEG £pYacieg TV o€ AOUMEELS OTMC Yo
napddelypo N Aénpa, o Topetdg Kot PePaing o
ALY mov pe ta, tote, 0edOUEVO TNG LOTPIKNG
epplokovio péca oe éva  odvvepo OOV
aPOPOVGE TIG GYETIKES EMGTNUOVIKES YVOGELS. O
Kopwvémetpog Ntav  avtdg mov mpdTOog GTOV
KOGHO TPOTEWVE TG 1M UECOYEWKN ovopio
amotelovoe pio. koboapr «yeEVETIK VOGO» Kol
opeileTo  OTNV  MOPOLGIN  VTOAEUTOUEV®OV
OAANAOLOPP®OV TOVL YOVISIOL NG B-G(pmpivngls.
Eniong, pe tov AtevBuvtr tov EAdnvikov II1
George Blanc, o Koapwonetpog npoonddnce va
avantdéel euPoOrO KATA TOV ATL? To 1930
avakoivooav og ovvedpiaon g Toariikng
latpwkng Axadnuiog v emroyn dpdon 1oL
epuPoiiov, aAld petémerta epyacieg amd AAALOLG
gpevvntég (ot idtol dev avaeépOnkav Eavd o’
avtd) octéav mwg to gUPOAl0 owTO dev MTAV
PO, Tapd To OTL 0dNY0oVoE GE o KAmoa,
oYL WOUTEPMG CNUAVTIKN TpocTocio e0eAovidv
mov giyov dexBel va poAvvBovv pe 10.

[Mopepmumtdévimg, vo tovicovpe €d® TG
euporo v tov AIl vrdpyer oe 6160eon poévo
€0M Ko Afyo ypdvia (KAT® NG MEVTAETIOG), Kol
avtd pdiota Oyt 660 amoteAecpatikd  Oa
O0éhape vo givar Adym ¢ ovvBetng ProAoyiog
g vooov. Ildviog, eved yivetor katovont 1
mpoondfero Tov Kopvonetpov va katoddfet T
akpfog Mrav M pkpn emdnuion g XOpov,
TPEMEL VO TOVIGOLUE TG OKOHO Kot TOTE T
«melpapaTa» tov oe acbeveig Bewpovvto Mo,

and moAAoVG, aviweovioroywkd. O  Adyog,
BePaimg, nTov 0 GLVOLAUGLOG ™mg
EMKVOLVOTNTOG HE TNV TANPN €Al

TANPOPOPNONG KOl CLYKATADESNG EK HEPOVG TOV
acBevov 1 tov ovyyevov tovg. Kot dpme, ot
Blanc «or  Kopwonetpog Alyo mpwv v
oeéoymyn tov mept ®V 0 AOYOC TEPAUATOV
elyav ONUOCIEVCEL P10l EKTEV EPYACIO GYETIKMG
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HE TNV HETAOOOCT TOV AIT™. Exei TEPLYPAPOVY
péAoTo. TNV TEPOAUATIKN HETAO0OT TNG VOGOU
oe oepd  yoyoobevov  gykielotwv  ©TO
Apopokaitelo,  avoQEPovtog  OHmG,  Yopic
TMEPIOCOTEPEG AEMTOUEPELES, TG EMPOKELTO Y10
ebelovtég, KabBdg Ko To emakoOAlovba  TOL
TePapatog. Av oviog vmnpée evnuépmon Kot
ovykatdfeon twv acBevodv, dev pUmopovuE Vo
movpe pe Pefoardtra, Kot TPETEL KOAOTPOOIPETOL
va dgyBovpe Oti, €9’ 6oV dev dnovpynnke o
00pvPog oToVE 1TPIKOVG KOKAOLG e TV €veon
opov/aipatoc  otovg  TpeElG  aobevelc  TOL
Apopoikaitiov, givar mBavo 6t T TEPApOTL

oVTA  £yvav  GOUE®VA  UE  TOVG  1GYVOVTEG
KAVOVEC.
Oa nNleha €dd vo  avoeEpw  pOVo

TEPUNTTIKOC TG 0 Kapvometpog oavtidiknoe
ceOdpa TNV  emoyn eketvm pe TOV  TOTE
Yovmovpyd Yyewng Aviovio Xpnotopdvo
Tove o€ éva BEpO TOV GLYKIVOUGE TNV KON
yvoun, v olyeipion TOV AETpoOV Kol To
Aempokopeio. Me Alya Aoy, m 0éom  tov
Kopwvémetpov nMtav 1 ofuepa  movkoivmg
AmOOEKTY], ONAGON OTL 1 GLUTEPLPOPE  TOV
KpATOLG TPOS TOVG Aepovg Ba Empeme va NTav M
0w pe aumyv évavit 6Awv tov acbevav. Tnv
emoyn ekelvnn ot Aempol  avtetomilovto
oLYVOTATA MG «GTOYOL NG OpPYNG Tov BeovX.
Amortovoe Aouov, petald dAAwv, TV Pertiooon
Tov ovvinkdv (oMg oto Aempokopeio Tng
Ymvadoykag. ITlapd to o611 vaipéav kot
OKaoTIKG emakoAovba, To BEpa dev gumintel ot
Ospatoroyic tov mapodvrog Gpbpov, Ko TO
ava@ép® Hovo yua va ostém 0tt o Kapuvometpog
Ntav  yTpdG TOL  ACGYOAEito, KOl HAMOTO
apécms, pe Bépata mpoostaciog aclevmv.

Mnv Egyvape tog akdpa ki av o Kadwog
g Nopepépyng mov mepleypaye TOVG KOvOVeS
Yy owotn Oeéaywyn TEWPIUATOV TOVE CE
avOpdOTOLG OV dMpocielnke mapd To 1947, om
and 1o 1931, ¢’ avtv pdiota ™ eppavia,
vpyav  Kavoveg tov ['eppoavikov loatpucod
YvAAOyov mov puBwlav ta Oépata  avTd.
BeBaiong avtd dev onuaivel tog o Kapvomerpog
t0 yvoplle, kol PePaiwg, dev  pmopel va
katnyopnfel Ot €kave avtd mov Ekave Yo
Adyovg  mpoowmkoh cvueépovioc. H o OAn
otadlodpopia Tov delyvel Oyt povo €vov ToAy
KOAO €101kO NG OMUOcLog LYLEWNG OAAG Ko
Kdmolov mwov volalotay, e ToV TPOTO TOV, Y10, TO
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KaAd G kowwviag. H tote mpdopartn emdnpio
tov AIl &iye mpoxarécel oo kot TpoOpo o€
TOALOVG KaToikovg TG EALGSag Kot tng ATTiKNG
E01KOTEP, OKOUO Kot 0€ 10TpovS. Mnv Eeyvayle,
eniong, tov Inmokpdtn mwov otov pev Opko Tov
avagépel «Ec oikiag 6 oOxdcog av  €oiwm,
€oerebooal €T MEEAED KOUVOVI®V, EKTOC EMV
ndong adtking éxovsing kol eHoping...» evd 610
épyo tov Emdnuov A ypdoet yio tov poAo TOL
WTPOV KAOKETV TEPL TG VOTHUATO 000, DPELETY 1]
un plomrerv». BePaiog, o Kapvometpog edm
EPraye  TOLAQYIOTOV vV TV TPLOV
yuyomabdv, aAAd av deyxbovue Oti eiye Katd vov
0 KoAO ¢ (Kat’ avtdv) o€ AUeso Kivouvo
Bplokduevng Kowwviog tng Xvpov, ToHTE Ol
TPAEelg Tov (1], 6MOTOTEPA, Ol TPOOEGELS TOV)
Ntav Beopntik®dg (Aadn pe To TOTE YVOOTA)
TPOG OPELOG TNG.

Avtibétog pe tov Koapvometpo moAd mo
KOTOKPLTEQ OKOUO KO LE TO TOTE EMGTNOVIKA
dedopéva Ntav 1 otdon tov tote Atevbuv Tov
Ymovpyeiov Yyiewvng kot Tov mpoicTaptévov Tov
Ymovpyo¥ Iard. Kot avtd oyt yiati coppovnoe
LE, 1 £0GE TNV EVIOAN Y1 TO. «TEPEUATO TOV
elye mpoteivel o k. K. aAAd vt dtav pepucote
pves  apyotepa  €pBacav  To  TEMKA
OTOTEAECUOTO TOV OVOAVGE®V TOV TOPIGIVOL
I, emépeve 7y v  opbBdTMTa  TOV
GUUTEPUGLATMOV TOV EAMANVIKOV ITT.
Yuvenéotatog @povTice va opyaveoBoldv, e
Kbmolo  ko0otog  PePaimwg,  avri-daykelaKd
(avtikovomikd) HETPOL. OVTL YO0  EKTETOUEVT
HLOKTOVIOL OTIC TTEPLOYES TTOV iy Tapovcilachel
T KPOVGLLOLTOL TNG EMLON U0,

Teleldve eMOTPEPOVTOG OTNV  EICAYOYT.
[IpooméOnoa va meprypdym éva  «Prondikod
TEPLOTATIKO» OV GLVEPN Tepimov Evav aidva
mpw. Av oo elye ocvpupel onpepa, ta Tpdypata
Ba Ntav anrid. Opmg Tt va el KEmolog yio v
oKEYN €VOG EOIKOV Y1ATPOL TNG EMOYNG ekeivNg
oL glye OKOMO TNV TPOCTAGIO TNG EAANVIKYG
kowoviag and acBéveleg. Kot avtd otav, 10te,
Covoav oe QPIKTEG GLVONKES, EKATOVTAOES
YMAdec Tpooevyeg amd v Mikpd Acia. Qg
BloAdyoc ko wpONV YOTpOS TPOSTAONGH Vi
TEPLYPAY® TO. GUUPAvVTO Yopig va Tapw BEom.
[MBavdg vo punv to KoTdeepa, ®G HEAOG TOL
I[IMX Bion0kng oto omoio cuppetéym, 6nmg Ha
o KOTAPEPVE £VOG 1OTOPIKOG, N VOUKOG, 1
QOGOPOG. ZNTA cLYVOUN OV givat £Tot.
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H noAvonpia tov BloAoyikoU puAou Kat to poavopevo ivtepoeé. BronOikol
NEOBANHUATIOMOL O TN OKOTILA TNG AUTOSLAOECNC TOU MPOCWTOV

®iAutog Nopdvdoc!

! BloAoyog, Naverotipo KpAtne, HpdikAeto. *

* Mg TNV EMLOTNUOVLKA urtooThpLEn Twv kabnyntwv MwanA MavAidn (Epyaoctriplo Quotodoyiag IxBuwy,
TuAua Boloyiag) kat ZtaupouAag Towopepa (Epyaoctriplo BionBikng, Tunua OKE), Mavemotiuio
KpAtne.

[P« philorand@gmail.com

S

Hepiinyn

To @VAo yia ™ Proroyia (sex), mapd Tov amAd SVICUO TOL TPOTEIVEL O OUPLYOVIKOS UNYOVIGHOG
AVOTOPUY®YNG, GaiveTal Vo Tapovcstaletl po eEapetikny molvonuia, (o peydAn dvokoAio opiopol pe
apy®g Proroykd Kprtipla. AT TOVG LOVOKDTTOPOVS EVKOPVMTEG UEXPL TOVS AVATEPOVS TOAVKOTTOPOVG
Kot Tov AvOpmmo, OQOpPETIKEG eEEMKTIKEG TECELS 0dNyNoav oty gykafidpuon Tov QELAETIKA
OOPPKOD HOVTELOV, pE avapiBuntes Opwg eEopéoelg mov oev cupPadilovy pe avtd T0 TPATLTTO. XTOV
dvOpomo, N VmapEn TV vtepcet, LIOKEWEVOY, ONANOY] ATOUMV HE PN TUTIKG opoevikd 1 Onivkd
YOPOAKTNPIOTIKA POAOV, NTOV YVAOOTH GTOVS TEPICCOTEPOVS TOMTIGHOVG OO TNV apyotoTnTa UEXpt
ONUEPO, CLYVA GLVOOEVOUEVT] OO TPOKATOANWYELS KOU OTiyHo. XN GOyYpovn €moyr, 1 TPOOdOS NG
EMOTNUNG, Ol KOWMVIKOTOATICUIKOT LETAGYTLATIGLOL KO O OY(MVES Y1 TO AVOPOTIVOL OTKOLDUATO £XOVV
AMOTELECEL TO VOGN Y10 po HeYGAn Ok Kot vopikn culnmon yop® amd TIG 1| OVTICTPENTES KOt [N
Tpkd emeiyovoes emepfaoelg oe ivtepoes aviika dtopa Kot KA o€ tvtepoes Ppion.

To mapov apbpo, petd and por cHVIOUN avacKOTNGT TS TOAVLGUING Kol TOAVHOPPIKOTNTOS TOV
@OAOV ot Proroyio, TOPOVGIALEL GUVOTTIKA TO QUIVOUEVO (vTepseES 6TOV AVOPMOTO, TNV AVTIILETOTION
TOV tvtepoel aTOU®V amd TV TOMTEID Kot TOVG E01KOVG GTO TAPEABOV KOl GTO ONUEPD, €0TIALOVTOGC
aKOUO. TTEPIOCOTEPO OTNV EAANVIKY Tpaypatikotnta. Emiyeipeitar ot ocvvéyewn pio nokr kpirikn
a&loAdYNoT TOV U1 GUVOVETIK®V, 1OTPIKE TEPTTOV EMEUPACEDV G€ tvtepoel avniikovg amd v cromid
™G Pronbung, avaTpéyoviog o€ KEQPOANIMON aSdUATO Kot apyes TG NOKNG erhocoiag, oAAL Kol
aglomoumvtag To vprrata TG Proroyiag.

AEEa1G KAEWOWA: VO, TvTEPTEE, PACLLA GUAOV, LT GUVOLVETIKESG EMEUPAGELS, AVTOVOLLIO, TPOCOMTIKOTNTA,

OVTOTPOGOIOPIGLLOG,.
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Sex in Biology, the phenomenon of intersex. Bioethical reflections from the
standpoint of personhood and individual self-determination

Filippos Lorandos®

! 1Biologist, University of Crete. Heraklio.*
* With the scientific support of Pavlidis Michail (Professor, Fish Physiology Lab, University of Crete,
Heraklio) and Tsinorema Stavroula (Professor, Lab of Bioethics, University of Crete, Heraklio).

Abstract

Sex in Biology, despite the simple dualism, which biparental reproductive mechanism implies,
presents an extraordinary ‘polysemy’, and a great difficulty to be defined on exclusively biological
criteria. Throughout its evolution, from unicellular eukaryotes till complex multicellular eukaryotes and
humans, different forces seem to have led to the establishment of the sexually dimorphic model, involving
yet numerous unfitting cases. In humans, the existence of intersex people, that is individuals whose sex
characteristics to do not fit to either male or female category, has been known in most civilizations since
the antiquity, often followed by prejudices and stigma. In the modern era, the scientific progress, the
sociocultural transformations and the human rights fights have initiated a great ethical and legal
discussion on the non-urgent medical surgeries on intersex minors and especially on intersex infants.

This article, after a preview of the ‘polysemy’ and polymorphism of sex in biology, presents briefly
the intersex phenomenon in humans and intersex persons’ treatment from the state and specialists, both
earlier and nowadays, focusing more on Greece’s paradigm. Subsequently, an critical normative
evaluation of the non-consensual, medically unnecessary operations on intersex minors from the
standpoint of bioethics is attempted, drawing from fundamental principles of moral philosophy, as well as
the findings of biology.

Keywords: Keywords: sex, intersex, sex spectrum, non-consensual surgeries, autonomy, personhood,
self-determination.
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Ewayoyn

Yt0 moapdv  GpBpo, TWPOKEWEVOL VO
avantuyfodv apyodtepa ta Prondikd epmTHUOTA
OV paG omacyolobv, ypelaletar va yiver o
avaoKOTNon Tov GUAOL otn  Proroyia  Kalt,
€0IKOTEPO, 0L AEMTOUEPNG OVAALGN  TOV
eowvopévov iviepoef otov avOpwmo. To @vlo
amotelel pio €vvola OV €YEL OMOGYOANGEL TNV
TOYKOGUOL OKEYT KO, Topd TOV amAd OLIGHO
TOL  TPOTEIVEL O  UNYOVIGUOS  OLLLPLYOVIKNG
AVOTOPOYOYNG, TOPOVCIALEL 0L EKTANKTIKY
oAV Uio. Kot TOALHOPPio KoL, ™G €K TOVTOV,
po LeyaAn ovoKoAL 0p1oLoD.

Apywcd, xoBiotator ovoykoaio 1 Oidkpion
avapueco otig dVo Begpeldoslg Bewpnoelg Tov
@OAOV: o1 Proroyikn Tov dbdotacn (SEX) kot
OTNV  KOW®MVIKOTOALTIGLIKY 00 M/ko
VoK) WuyoAoyikn tov dudotaor (gender). Me
™ epdomn «Ploroyikd @LAO» (SeX) gvvoovue To
BloAoyKO YOPAKTNPIOTIKO TOV TPOKVATEL OO
TOV TUO TMV YOUETOV KOl GTOUG OVATEPOVG
{owoOg  opyaviopods Pacel  YPOUOCOUIKOYV,
YOVOOIKAOV,  HOPPOAOYIKAOV KOl  OPLOVIKDV
YOPOKTNPIOTIKOV. AvAAoya pHE TO KPUIMplo
KatdtoENg 1 Tov Topdyovta £EETOONG UWITOPOVLLE
Vo OlOKPIVOUUE TO YPOUOCOUIKO, YOVOIIKO,
AVOTOUKO, OPUOVIKO K.0.K. VA0, T omoio dgv
tavtilovtal amoapaitnta o6to 1010 dtopo. Me
epaon «Kowovikd @Olo» (gender) amd v
GAAY, OVOPEPOUACTE GTNV KOWMVIKOTOALTIGLUIKY|
Katookev]  mov  mepthapPdver  mAnBmpa
YOPOKTNPIOTIKOV OV  TOPOTEUTOVY  GTNV
aPPEVOTOTNTA N TN Gn)mlc(')mw.l

Baocwdtepo kpumpo eivor 1 Kowwvikn
dounon v EUELVA®V POA®V Kol 1 TOVTOTNTA
@OAOV, M E0OTEPIKT dNAOT aicOnon tov pHAOV.
H televtaio @aivetar va mpocdiopiler kot to
AEYOUEVO «YLYIKO QUAO», €v®d YiveTow OAOEVQ
Kol TEPIGCOTEPO KPLTNPLO TPOGOIOPIGUOD TOV
VOLKOD (pOAOV.

! Iy, 6nwg opiletar amd tov World Health Organization
(2017).
2 BA. mapakéto NATO.
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O enduevog 6pog mov ypetdleTon PUOIKA Vo
Stevkpviotel eivon o 6poc ivrepoed (intersex:
inter = avdueoa, 016 ka1 SeX = froloyiko pvlo),
0 omoiog cLUPMVA e TOV oplopd Twv Hvouévov
Ebvav, otov avlpomo kot oe kamolo (ma,
«aepryplpet TG OLPOPOTOGELG oTa
YOPOKTNPLOTIKA TOL @OAOV
ocvumeptrappovouévon TV QULAETIKAOV
YPOULOCOUATOV, TOV  YOVAd®V  KOL  TOV
YEVVINTIKOV OPYAV®OV OV 0EV GLVAOOLV LE TO
TUTIKO SUOPPIKO TPOTLTTO TOV OPGEVIKOD KO
OnAvkod odpatogy. ‘Evag dAloc Opog mov
ypnoomoleitar  Wlaitepa. 0 EAANVIKEG
LETOQPACES  €lvar 0  OpOG  UECOPVAIKOG
(middlesex), o omoioc Ou®G PdVo pUePIKMG Pmopel
vao. ovTamokpliel 610 gvph GAGHO GUAOL TOV
napatnpeital ota tvtepoes dtopa.

>m  Piproypapio, oAAGd Kol oTOV
KoOnuepvd AO0Y0, avaeépetol akoun, o Opog
epuoppodrrog (hermaphrodite). H opoAdoyio avtn
YPNOoTOmONKe €vpéws amd TNV  1OTPIKN
EMOTNUN WO0{TEPA KATH TOLG dVO TEPUCUEVOLS
OUOVEC, OAME ONUEPO QPEVOC TEPLYPAPEL UL
OLPOPETIKN KatdoTaot ot1o {oikd Paciielo kot
aeetépov Bempeiton Evac un opBOS Ko un
OOKIOG OpOg YL vo TePLypayel ta tvtepoed
dropa.

® Eivan GUVELOTTI] ETLAOYT TOV GLYYPOPEN VO, YPTOLULOTOLEL
apetdopacto tov dpo ‘intersex’ amd v ayyAikn, S0t M
akppfg petdepoon (drapvlikog) €xel yprolomom el
oUYVA Yo, VO TEPLYpawEL Ta dlepeuAikd (transgener)
dTopd, OmOEEVYOVTOS £TGL TNV OMOLOONTOTE GUYYXLON.
Kot’ avtictoyyio yiveton Sakpity ypnon Tov embétov
CPLAETIKOCY, «ELOVAOGH Kot «GEEOVOAIKOG», GE OTL APOPE
70 Poloyikd Kol TO KOWOVIKO QUAO KOl TNV
6e£0VOMKOTNTO avTiGTOLYOL.

* B\ Intersex Society of North America‘Is a person who is
intersex a hermaphrodite?’, 2013.
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1. H egghktikn epeavien tov gvAov

1.1. H emkpdtinoen Tov HEIOTIKOD QVAOV
OTOVG HOVOKVUTTOPOVS gvKopvdtes. H eyka-
0idpuvon Tov SPOPPLKOD PUVAETIKOV PHOVTELOL
070 TOVS HOVOKVTTUPOVS GTOVS TOAVKVTTUPO-
VG EVKOPLATEG

2OUQovVe e TO ETIKPATESTEPA EEEMKTIKA
ELPNUOTO, TO UEIWTIKO OVOCLVOVACTIKO QUAO
QOIVETOL VO EMKPATNGE OTO EMIMESO TOV
HOVOKUTTOP®Y  EVKOPLOTOV, €lte  Eupeca
(cuvOnKoeEapTOREVO PONO’) Eite GpEST, KUPIME
TpokeEVOL vo.  omaAigipovtal ot emPrapeic
petoAlayés, vo  mpowbeitor M yEVETIKN
TOWKIAOTNTO, V' amoTpENMOVTAL Ol U embouuntol
(Onlad ot pun  mAeovektwkol)  aAAnAwkoi
ocvvdvacuol ko, avii ovtod, vo VIapYEL £vol
OmEPLOPIOTO  YEVETIKO OLVOUIKO, GTO OTOoio
UTOPOVV EVKOAN VO €UPIGKOVIOL Ol KOAVTEPOL
Suvaroi.’ Koppfikd poro, coupove pe épeoves’
eatveton emiong va Swdpapdtice M «Papla»
0&eMTIKY OVATVOT] OV TPOKANONKE omd TO

yeyovog g «evooovuPioongy, Kotd
onuovpylc OV  TPAOTOV  HOVOKLTTOPOV
EVKOPVOTN.

Avéloya pe 10 Ov Ol opyovicuoi NTav
ooyapikol (my. ot mePLocdTEPOL HOKNTEC) 1
avicoyopkoi m ovlevén pvOulotav  Kupimg
Baoer tov ocvlevkTikov TOMOL™ 1 TOL QVAOV
avtiototya. Kot ot 000 7mEPUITOGES, N
OCVLULETPIOL OTN YOUETIKN OMNUATOSOTNON 1 GTO
péyebog gaiveton va dtadpoapdTice kKpicipo poro
OTNV EMKPATNOTN TOV 000 GLIEVKTIK®OV TOT®V
Kol TV 000 VAV avtictotya. H petdfoaon and

® Evdewtikd: Ram Y,Hadany L. ‘Condition-

dependent sex: who does it, when and why?’, 2016.

® Evdewticd: Billiard S, Lopez-Villavicencio M, Hood
ME, Giraud T. ‘Sex, outcrossing and mating types:
unsolved questions in fungi and beyond.’, 2016.

’ Speijer D. ‘What can we infer about the origin of sex in
early eukaryotes?’, 2016.

8 Evdewrtucd: Hadjivasiliou Z, Pomiankowski A. ‘Gamete
signalling underlies the evolution of mating types and their
number’, 2016.
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MV  ooyouia otV owwoyauia,g AOY®D TG
YOVEIKNG €MEVOLONG, LAAIOTO, GoiveTon vo. givot
TO MO KPIGWo onueio oty EMKPATNON TOL
QUAETIKA  OIOPOIKOV  HOVTEAOL, UE  TO
peyoAvtepo o€ péyebog yaupétn va givor o
TPOOPOUOG TOV ®OPIOL Kol TO HIKPOTEPO O
mpoddpouog tov  omepupatolmapiov. ‘Etcl, o
QULAETIKOG  OlOpOIoUOG  OTNV  WAPOOO NG
€EEMENC  oTOdlOKG  EOPOLOVETOL  OPYLKA GTO
YOUETIKO €MIMEDO, EVO TPOYMPOVTIOS EEEMKTIKA
010 Paciielo Tov OOV, Kol GTO QOIVOTUTIKO.

21006 amAOVGTEPOVS LMIKOVE OPYOVIGHOVG,
0 PUAETIKOG SIUOPPIGUOG POIVETOL VO ATOVGLALEL
0€ (QUIVOTUTIKO EMIMEO0 KOl Ol TEPLOGOTEPOL
opyaviopoi eivar povotkot (spu(xcppé&tmlo) n
KOl TPOOPETIKG QLAETIKOL. AKOMO OU®G KO GTOL
OTOVOLAMTA, QOIVOUEVO OTTMG T LLOVOYOVEIKN
OVOTTOPOY MY 1 0 EPLAPPOINTIGUOG
VTTOOEIKVOOLV OTL O (PLAETIKOG SYLOPPIGUAG OEV
glvan anopaitnta o Kavovas.

1.2 Tlopadeiypota opyoviopdv mwov Ogv o-
KOAOVOOUY TO TUMIKO OWNOPPIKO QULAETIKO
npoéTvmTo

‘Eva. moAd  evILm®oloKd  QOVOUEVO  OTN
@von glvan ot ™mMG  UOVOYOVEIKNG
avamopaywyns 1 mopBevoyéveons. Xe 0vTH TNV
nepintoon, €vag yovéoc, ovvnbmg Onivkov
vévoug, dlvet  évav  amdyovo yopic
pecoAdfnon (mapBevoyéveon 1 Onivtokio) 1
GLVELGQOPE YEVETIKOD DAKOD OO TO YOVEN TOV
avtifeTov PUAOL. Xe TEPUTTAOGELS YOVOYEVETHEG,
omwg oto €idog wapov Poecilia formosa,
TOPOTNPEITAL Pl LOPON «OTEPUO-EEAPTAOUEVICN
TapOevoYEVESTG, EVAD TPOGPATO OVOKOADEOTKE
KOl 1 HOVOOIKY TEPITTMON aVOpoyEVEsHS OTA

® Lehtonen J, Kokko H, Parker GA.. ‘What do isogamous
organisms teach us about sex and the two sexes?’, 2016.
190 6poc avagépeton oe OKOVC OPYAVIGHODE OV EXOVY
1060 @OONKIKO 0G0 KOl OpYIKO (DPLUO) 1GTO OTLG YOVADEG
gite tovtoOypova &ite SdoyKd (LET A  (QUAETIKY
avacTPOPn).
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omovovAmTd, o©T0 €idog wapov  Squalius
alburnoides.*!
To m@héov  yvootd  QovOUEVO  TOV

EPLOPPOOITIGHOV, Olakpivetor o O00 Paoikég
TEPUTTAGELS: OVTN TOV GOYYPOVOD 1 TODTOXPOVOD
epuoppoditionod (m.y. oto €idog yoplod Rivulus
marmoratus), 6mov ta GTopo evog TANOLGLOV
Aertovpyohv TawtdYpOove TO60 MG BnAvkd 660
KOl ®G 0PCEVIKA KOl otnv {01 Yovado Tovg
GUVLTIAPYEL DPLOG MOOMNKIKOS Kot 0py KOG wré%
Kl OuTH TOV  Siadoyikod  epuappoditiouod,t
omov T €idn mov mapovcsldlovv  @vAeTiKA
avaotpopn  (“sexreversal” 1 amhd  “‘sex-
change’’), o&wdwkacioc mov pvbuiletan  omd
Towilovg TaPAyovVTEG KOL KOTG TNV omoia
eKQLMCeTOL 0 YOVAOIKOG 16TOG TOL €VOG PLAOV
KOl 0VOTTOGGETOL O 16TOG TOV AoV PUAoL. Ta
eldon  avtd Jwkpivovtal oe  mpoTAVIpO.
epuoppoorta 6mwc to Amphiprion percula (yapt
KAOOLV), OTOV TO ATOUN AEITOLPYOVV TTPMOTO. GOV
OPCEVIKA, KOl OE TPMTOYOVO, EPUOPPOOITO, EIOM,
o6mmg tov yévoug Thalassoma.

‘Eva emiong evdwpépov @arvdpevo egival
aVTd TOV TOAVPAIVIGU®V 1] TOTWYV EVOLGUETOD
goé/101)13 OOV, EVM GE YOUETIKO KO POIVOTUTIKO
eMinedo 16YVEL TO OUOPPIKO PLAETIKO TPOTLTO,
TOPOATNPOVVTOL TEPIGGOTEPOL TUTTOL OLPGEVIKDV 1)
Onivkdv pe  dwokprtovg  poOAOVLS,  OMAOM
TopamTOvVe®  omd 000  GLUTEPLPOPIKA  QUAQL.
XopoKTnpoTikd mopodelypoto omotelodv 1o
yapt Thalassoma bifasciatum, omov
TAPOTNPOVVTAL dVO 1) TPELS TOTOL APCEVIKOD Ko
N cavpa Tov dévtpov Urosaurus Ornatus, émov
TOPOATNPOVVIOL TPELWG TUMOL opoevikov. H
YVOOTOTEP OUMG TEPITTMOON TOAVPUVIGUOV
glvar vt TOV KOWOVIKOV eVIOH®V, OTMG TO
popunykie. Kot ot uéMocec, Omov  vmdpyovv

' M. Morgado-Santosetal. “First empirical evidence of
naturally occurring androgenesis in vertebrates, R Soc
Open Sci, 2007.

12 Bydewrtcd:  Avise JC, Mank JE. ‘Evolutionary
perspectives on hermaphroditism in fishes’, 2009.

B3 Evéewctikd: ‘Hormones and Animal Social Behavior
(Monographs in Behavior And Ecology)’: Elizabeth
Adkins-Regan, 2005, p. 160-165.
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OlPOPOL TUTOL OPCEVIKAOV Kot OnAvkodv e
SLUPOPETIKOVG GLUTEPIPOPIKOVS POAOVC.

"‘Eva axopo yvootd €idog mov «avtifaivey
TO TUTIKO HOVTEAO, €1Vl QLGIKA O TMOKOUTOG,
6mov T0 ONAVKO pE TOV woamobéty Tov (doun
ooV TEOG) YOVILOTOLEL apGEVIKOD,  TO OTO10 61N
GUVEYELD KLOPOPEL KO YEVVA. XTPUTNYIKT], TOL
CUUQMVO, LE HEAETEC €IvOL KOl 1) IO EVEPYELOKE
smKspBﬁg.ls AxOun, O©TOV  OVTOKPOTOPIKO
nrykovivo (Aptynodetes forsteri) mapotnpeiton to
apceVIKO va avorappdvel v peydho ddotnuo
TNV QTOKAEICTIKN TPOGTAGING TOV CUYOU.
2. To @aivépevo ivreposes
2.1. To ¢dopa Tov pHA0V
O 0pog (viepoe OLCIOCTIKA AVOUPEPETAL OE
yovoywplotikovg (7 odlowovg)  Lmikovg
OPYOVIGLOVG, UE EVOLAUETOV TOTOL YOVAS TPV
amd TV TEMKN opipovon N pe d10pOPOTOMGELS
omv oavantvén tov  @bAov  (Differences/
Disorders of Sex Development - DSDs), Adyw
TOV OTOI®mV 0EV GLVASOVV G€ Kapia amd Tic 600
TUMIKEG KOTNyopieg @UAOL. AV Ko oTn @OoN
(elte 1eyVNTd M OTO €PYOOTNPLO)  EYOLV
napatnpnbel mepumtwoelg iviepoeg (dov oe
v Kol OnAaoTtikd (XPOULOCOUIKOC
kabopiopdg tov  EOAOV), eoTiAlovpe  OTOV
avOpwmo, Omov TO EVPNUOTO TV TEAELTOI®V
dekdoeg vronepurtdoslc DSDS 1 pocaikiopuov
ouvnyopohV TPOG &va ELPVTUTO (QAGHO TOV
@OAOL (Sexspectrum), v’ avikel TOLAGYLGTOV TO
1,7% tov n?m@ucsuof).” >10 @acpo avtd Oa
umopovGaE vontd vo tomofetoovue oto 600
AKpPOL TO TUTIKO OPCEVIKO KOl TO TLTIKO OMALKO

¥ Bvdeucticd: Robinson, James L, ‘Seahorses’, 2013.
15

Evéewtwkd:  Milius, S. ‘Pregnant: And  Still
Macho’. Science News, 2000, 157 (11): 168-170.
¥ Evéewtwa:  T. Desmond  Williams, ‘The

Penguins: Spheniscidae’, 1995.

7 Eveucticd: Blackless, Melanie; Charuvastra, Anthony;
Derryck, Amanda; Fausto-Sterling, Anne; Lauzanne, Karl;
Lee, Ellen ‘How sexually dimorphic are we? Review and
synthesis’. American Journal of Human Biology, 2000,
12 (2): 151-166.
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KOl, TPOYMPOVTOG TPOG TO «ECMTEPIKO» TOV
QACUATOC, TIC AEMTEC KOl HETPLEG (LAETIKEG
OlOPOPOTONCELS KOl GTO KEVIPO TOV TIG TLO
acapeic DSD kataotdoeis.

Evyapiotieg

O ovyypagéag evyopiotel Bepud OGAovg TOLG
10TPOVG Kot Wtaitepa To. tviepoes AToUa KOl TOVG
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YOVelg tvtepoel madidv yio TV cLUPOAR TOVG,
exkppaloviag to Oovpoopd TOL YO TOV
KaOnuepvd TOUG OydVO, KOL QUOIKA TOV
kaOnynt| Myonmd TlavAidn yio v vrootpiEn
Kot TNV kKaBodynon Tov Kor Ty Kobnyntplo
Ytavpovra Towdpepa yio TV UTIGTOGOVN TNG
K0 Tr) LOM61| TOV 6ToV KOGHO NG Prondwkngc.
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To dikaiwpa oto vepo Kot n epappoyn Tou HEoa amno tnv Spdon Kot tnv
NPWTOBOUVALA TWV TTOALTWV

EvayyeAia K. NikoAakdakou

Awknyopog, anodoltn Alatunpatikou MetamtuxlakoU Tunuatog BionBikng tou Mavemnotnuiov KpAtng,
HpakAelo.

[ evanikolak@gmail.com

Iepiinyn

To av veiotatal éva avBpodmvo dikaimpa 6to vepd Bepntikd oAAd Kol KAVOVIGTIKA KaODS Kol v
Oeomlopevo éva TETO0 OKoU®pO Kol TPOoTATELOUEVO amd Atebveig ZuvOnkee oAAd kol amd TO
ECMTEPIKO OIKOLO TV KPATMOV €YEL KO TPOKTIKY £QPOPUOYN, AmOTEAEL £va amd TO. oNUOVTIKA Opota
ocv{nmong omv mepPoriovtikny Pondiky Kot mo cvykekpuévo oty TePPAALovTiKn dukotocvv). Ot
opddEG TOMTAOV, Ol GULVOIKOMOTIKEG OPYOVAGCEIS, KOU TO OAPOPO KOWAOVIKA KIVAUOTO VEPOV
vrootpilovv oBevapd €va tétolo dikaiopo, T0 onoio umopet va Peitidoel v motdtTo (ONG Kot va
EVIOYVOEL TNV eunuepio OAwV TV avBponwv aveEumpétog ota NTAUOTO TOV VEPOV. X& L0 ETOYN TOL
omv Evponmn mpowbeitar n wdiwtikonoinon tov dNUOciov VINPESUOV KOWMOVIKNG OQEAEINS, 1 OvVAYKN
v mpooeyyicelg tétolwv (ntudtov pe Bdon ta avlpdmve STKOMOUOTO YIVETOL KOl TO EMITOKTIKY.
EvBuypapopévn pe v avaykn oavt eivar kou 1 Evponaiky Ipotofoviio [Toltdv (ECI) n omoia pe
mv Opdomn ¢ otoyevel pe vopobetikéc mpotdoelg mpog v Evponaikn Emtponn va eacealicet
AGPAAEG OUKOVOLIKO Kot TPOGPAGIHO vEPO Yo OAOVC.

Me to mapov ookipo o mpoomabnoovpe va depevviicovpe av 1 Evpomaiky Tlpotofoviio
[MoAMtdVv eKTAMP®GE TOVG GTOYOVG OV €lYE YL TNV EPAPUOYN TOL AVOPOTIVOL OIKAUDUATOS GTO VEPD
otv Evponaikn Nopobeoia, kabng kot av 1 Evponaiky) Emitpony| avtamokpifnke apxodvimg ota
oTnuoTd Tne.

AgEeaig kAewd: Evponaikn [Tpotopfoviia [ToAtdv, kKotvovikd kivipato, ovop®Tvo dtkoimpo 6to vepo,
EQUPLOYY|, VOUODETIKEG TPOTAGELS.
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The human right to water and its implementation through citizens’
initiatives and action

Evangelia K. Nikolakakou

Lawyer, MSc in Bioethics, University of Crete, Heraklio, Greece
Abstract

Whether there is a human right to water theoretically or in a normative context and whether such a
right when legislatively established and protected via International Treaties and the National Law of
States has practical application, constitutes one of the important topics of public discourse in
environmental bioethics and more specifically in environmental justice. Citizens’ groups, trade unions
and various social movements strongly support such a right, which can improve — without exception - the
quality of life and enhance the well-being of everyone, regarding water issues. At a time when Europe
promotes the privatization of public social services, the need for managing such issues through a rights-
based approach becomes more and more urgent. Aligned with this need is the European Citizens’
Initiative (ECI) whose action aims to ensure affordable, safe and accessible water to all, through
legislative proposals to the European Commission.

In this essay, we will make an effort to examine whether the European Citizens’ Initiative met its
set objectives regarding the implementation of the human right to water in the EU legislation and whether
the European Commission has responded adequately to its demands.

Keywords: European Citizens’ Initiative, social movements, human right to water, implementation,
legislative proposals.
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EIZXAT'QI'H

Ta tehevtaio ypoVIa, TO VEPO, OC PLGIKOC TOPOC
aALG Kot ¢ oyafo, £XEL LOVOTMANGEL TO EVOLAPEPOV
™mG maykoowog ovlnmong, Kot omepva  To
UEYOADTEPO  UEPOG TMOV  TOMTIKMV, OIKOVOUIKADV,
KOWOVIKOV OAAG Kol OpNOKELTIKOV GLYKPOVCEMV,
AOY® TG omovdadTNTAS TOV Yo TNV emPimon OAwv
TOV OPYOVICU®V TOV TANVNTY, avOpOTIveV Kot ui.
Ta Hvopéva "EOvn Swmiotdvovv 6t 1 eldyiom
TOCOTNTO. VEPOL TOL €ival omapoitnTn yoo TNV
avOpomvn Yrapén vroroyiletan og 20 Aitpo mepimov
mv nuépa.l H paydaio avénon tov mAnbvouod, n
POTOVGT TOV ETPOVELLK®Y VOATOV amd avOpOTIVES
EVEPYELES KO 1] VILEPPOAIKT YPTOT| TOVS GTNV YEWPYiaL,
N KMUATIKT 0AAOyT K.0., 001 YOOV pe Tayelg puBuovg,
OTNV €AOIOTOTOINGT TOV, GINV YEPOTEPEVOT] TNG
TO1OTNTAG TOV KOl GUVETMG GTOV ETAVATPOGOLOPIGHO
TOV ®G TOADTIHOL, amapaitnTov Yo ™ Lo ayadod
ot 1. ‘Exel emonuavoei 611, £éo¢ 10 téhog tov 217
aidvo To vepO Ba Kuplapynoel otV TOyKOGUL
TOMTIKN] T®V QUGIKOV TOPWOV, OO KLPLIPYNOE TO
TETPELOLO TOV QUDVO TTOV LG TEPUCE.

H oAdyiom e&avtinon tov @uokov mopwv
AMOy® g avBpomvng mapépfacns Kot e paydaiog
e€EMENg g Tteyvoroyiog, yevva (nmuota nOkodv
VIOYPEDCEMV Kol gyeipel BronBikovg
mpofAnuatiopods  kabodg kot Oépota  dlkoung
dtvopng, aeov avadvovtar peiova mepiPariovtid
TpoPAuata To 0moio £X0VV KPIGIES EMTTOCELS GTNV
avOpomivn  vyeio. T woAd  koupd 10 veEpPO
Bewpovviav oG éva GLAAOYIKNG Olayeiplong Koo
ayofo, amd N ypnon tov omoiov dev o Empene va
amokAeieton kaveig. H dwoyeipion opwg towv voatikmv
TOPOV TOL OTIS TEPIGGOTEPES TWV TEPIMTMOGEDV
OmOTEAOVGE KOUUATL TOL KPATIKOD EAEYYOV, OAOEVA
KO TEPVA GTOL YEPLOL WOUDTIKMOV TOAVEOVIKOV ETALPLDV,

! United Nations Development Programme (UNDP) “Hu-
man Development Report 2006 Beyond scarcity: Power,
poverty and the global water crisis”. United Nations De-
velopment Programme. New York.

2 Whiteley, J.M. Ingram, H. and Perry, R.W. (Eds). Water,
place and equity. Cambridge, Mass/London The MIT
Press. 2008 ISBN-10: 0-262-23271-5:318.
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Ol OTOIEC VLTOCYOVIOL GTOVG KOTOAVOUAMTES YOUNAES
TIWES KOl QVENIEVT ATTOJOTIKOTNTOL.

Ev oyer ovtov tov  véov  dedouévav
opyavaOnkay Ta TeElevTaio xpovia Kot 101aiTePO KOTA
™V TePiodo NG otkovoukng kpiong oty Evpomn,
OLAdES TOMTAOV, GUVOIKAAMGTIKOV COUATEIOV KoL 1N
KUBEPYNTIKOV OPYOVOGEMY Ol OTTOIES SEKOIKOVV TNV
evooudtoon oty Evpomnaiky Nopobecia, tov Mo
avayvopiopévor  amd  Atebvelg  XuvvOnkeg Ko
Yneiopoata  dikoudpotog oto  vepd. Me v
KWVNTOTOINGY] TOUG EVEATIGTOVV VO OTPEYOLV TO
evolapépov  OAwv mhve oe {OTkng onuaciog
{nmuoto ko vo Eekivnoovv o gvupeion culntnon
omv  Evpomn ota  7mlaic  CUPUETOYIKOV
OMNUOKPOTIK®OV SL0OIKAGLDV.

Méoa amd6 v ekotpoteia g Evpomaikng
[IpwtoPovriog TloMtdv (ot0 €ENG EHH)3 Kol TOV
Kwnuatog Right2water pe titho «H ¥dpgvon ko M
amoyétevon givor avBpdmvo dwkaimpa. To vepd eivar
onuocto ayabo, oyt eumdpevay, Oo TpoomabcovuE
Vo OEPEVVIICOVE KATO TOGO OPYOVOUEVEG OUAOEC
oMtV €yovv TN dvvatotnto  vo  emmpedlovv
TPAYHOTIKE TNV YApacn TOMTIKOV G OYEoN LE TO
dikaimpo 6To vepd KOl VO GUUUETEYOVV EVEPYA OTN
ddkacio AMymg amopdcewmv. ITo cvykekpuéva, Oa
peletnooope av to oaitmuo ™ EIIl mpoc v
Evponaiky Emtponn (oto €&ng EE) va mpoteivet
vopoBesio mov va epapuolel To avayvopiopévo ard
tov OHE dwoiopo 6to vepd, €ytve amodektd kot o€
oo PBadud, eotalovtog 6ToV OVTIKTLTO GPEGO Kol
éupeco mov elye m Opdomn TG o€ oOYéom UE TNV
evoopdtowon tov otv Evponaikn Nopobeoia.

AVOATIKOTEPA, OTO TPMOTO UEPOS GVTOV TOL
dokiiov  (evomreg  1,2,3)  moapovcialovpe 1M
ov{NoN OV APOPE GTIV GUVIEST TOL JIKOLMDLATOG
oto vepd pe v Prondwkn wor e€etdloope ™V
TPOEAELOT] KOl TN QUGN €VOG TETOOVL SIKOLDUOTOC
kaBmg Ko TV Bgpediwon Tov péca amd T 1xHvovoa
NopobBeoia ko tig Atebveic ZovOnkeg. Ztig evOTNTES
oL akoAovBovv (4,5,6,7) peretodpe kot a&loAoyovpe
mv opaon ¢ EIl kot 1o omoteAéopoto g

® European Citizens Initiative (ECI).
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Kyntomoinong outg otnv opdpemon n Un vEog
vopoBesiog otnv Evpom.

Me v olokMpwon TG EPELVOC  UaG
ocvumepaivoope 0Tt t0 gyyeipnuo g EIT xou tov
Right2water av kot 0dev  kotéAnée oe pntég
vopobetikég pvBuicelg amd v mievpd g EE,
®WOTOCO EMMPENCE CNUOVTIKA TNV onuocto atlévra,
€0ece moMtikd (nTuoto oe TOomKO Kol €0VIKO
eminedo Kot ev KatakAeidt cuvéBaile otV gpapuoyn
€VOG SIKAIDOIOTOG OTO VEPD LE Evay gupOTEPO TPOTO.

1.01 n0kég O106TAGELS EVOG OIKULDNOTOS GTO
vepo Kan 1] TPOEAEVGT] TOV

Avopeopnmta, m texvoAroyio ®G €va
TPOKTIKO  €100C YVOONG OMOKAEIGTIKO GTOVG
avOp®OTOVG, TOL £0WGE TN dVVATOTNTO V' AAAAEEL
T0 PLGIKO TOV TEPPAAAOV aKOUN Kot VoL ToPAyEL
véa yvoorn oamd mpobmipyovca, HE GTOYO Vo
KOVOTOmoel TS avaykeg Ttov. Koabog opwmg
aALdlovv o1 Kowmvieg, aALALOVV O avAyKeS Kot
00N YOLHOOTE TPOG o MOwN pe KEVIPO TOV
avBpomo kdtt  mov umopel  €VKOAM  va
naponpnlel  oTIC  SLPOPETIKEG  TPOAKTIKEG
dwyelptong  Tov  VOPOAOYIKOD  KUKAOL OV
viobetodvionr ové ToV KOGHO. ZTOVG TPDTOVG
TOMTIGHOVG TO VEPO KOl Ol VTOAOUTOL PLGIKOT
nopor Bewpovvtav eite ®¢ ot Pacikéc mnyég
KOAOYNG TPOTOPYIKAOV AvVaYKOV TOV avOpOTev,
elte éva 0po amd Tovg BeoVg 1 KO Kol MG
BeotnTEg, e amoTédecpa 1 dloyeiplon Kot ypnon
TOVG VO, YIVETOL YAPV OLTOV TOV 10{wmV.

Me v xopOomorn G POpMyoVIKIG
eEéMéng Tig dexoetieg 1960-1970 ov vdatukol
nopot  vrmoPifdomkay oe éva  amAd péGO
TAPOYOYNG TUPOSOTOVTAS €5 0LTOV TOV AdYOL
p avénomn oty TePPAAAOVTIKY cuvaiSncsn.4 H
@0UoMN TOL OCLYKEKPEVOL ayabol 1o KOBoTA
1060 TOALTIHO OGO O a€pag mov ot AvOpwmot
avamvéouy Kot YU avtd n opbn dwayeipion ko
EKUETAAAEVGT] TOL Ol UOVO Yoo TNV O7AN

* Bogardi, J. Water disasters and Ethics. In: Llamas, M. R.,
Cortina, L. M., & Mukherji, A. (Eds.) 2009. Water ethics:
Marcelino Botin water forum 2007. CRC Press.
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emPioon oAld kot yio v evnuepio OAwv,
amotelel mAEOV emeiyovoo avaykn pe Opovg
Buooiung avantuéng.

To mepieyopevo g Puwowomtag N
Buooung avamtvéng dev  umopet va  yivel
AVTIATTO Yopig va AneBovv voyrn ot Moég
dwotdoelg  tov. Ta nOwkd  epotpoata
eEumokovoviol aeov PBlootudTNTe oNUaivel vo
Aoppdver kamowog vm’ Oym, Oxt uoéVO TNV
o@éleln | TNV ypNooTNTe. TOL Bl OToKOoUicEL
amd katt oAAd Ko TG MOwég aiec mov
dtakvPevovrtatl. A&ieg Ouwg 6mmg n elevbepia yia
avdrmtoén, m  wotta omv  mpdsPaocr, 1
avtovopia, o ogfacuds ™S avOpOTIVNG
aE0TPENELOG EV VTTAPYOVV OO HOVEG TOVG OVTE
vapyovv kdmov ekel €E® o1 ELUON  ®C
TPOYUOTIKOTNTEG, OAAG  gppaviCovtalr  oTov
Kkoopo padi pe tov avBpwmo kat dgv £xovv vonua
av avtog xadel.

Ao v N amoppéovy o1 VITOYPEDGELS,
v oTIC omoieg BepeAMmdVoVTOL Kol COUP®VA LE
T1G onoieg dkarohoyovviot NOKd Ta dikaudpato
pe andtepo okomd v e&acediion odTTOC,
elevbeplag, aAAnAeyyimg avdpeco  GTOLG
avOpomovg, onAad”  eEacediong  apy®dv
dwoaoovvng. H ovumepipopd emopévmg tov
OTOU®Y TPOG GAAN  GTOMO, OEV TPEMEL VO
VTOGKAMTEL TIC OMOPOiTNTEC CLVONKES, OMMC
elvol n koA xotdotoaon g eUONG, Yo TNV
owPioon kot v evnuepia tove. To apoPaio
altmua v’ aroppintovion Kavoveg mov Biyovv v
elevbepn Opdon TOV ATOU®Y KOl TOV AQNVOLV
atipwopn) v TpdkAnon PAAPNS Evavtt Tov
GAAOV OVTATOKPIVETOL GE Lol 10EN 811((11001’)\/119.6

H nfwomta npovmobétel ov dvBpwmor va
avTipetonilovior ®¢ okKomol Kot Oyl HOVO ®¢
péoa, AOYm g 0&log TOug MG VTOCKOTMY TOV
elvar  aveapmtn oamd  OmMOWONTOTE  GAAN
gpyaretokn o&io mov pmopet va Exovv. E€attiag
ovTtNG TG €yyevoug oaélog kobmdc kol NG
elevbepiag mov  €yovv va  EMAEYOLV  TOLG

> Srapdtg K. ®dvocopia kot Oworoywkn HOwr. Nicog,
Afnva, 2013:49.
® 1dem: 134.
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0KOTOVG TOVC HE OPOVE AEIOTPETELNG PEPOVV KOl
dwomporte, To omoio. Kat® oapyds omoTEAOVV
Nowcéc a&idoelg mov £xovv ot AvOpmToL amEVAVTL
o€ AAAovg avOpmmTovg (y. TpdsPaocn oe Kabapod
vepo). Ta dikaidpota avTtd amoppEovy omd TV
a&lompénelo mov £xel T0 KAOE TPOCOTO Kot omwod
TNV ovayKn Tov yuo emicoon.

H ovlimon yw 10 av 10 vepd amoteAel
avOpomvo dikaimuo M Oy, Eexivnoe e€outiog
pg  taong g oiebvodc  kowotnrog  va
YOPOKTNPICEL TO VEPO TOL UEYPL TPOTIVOC
amoTEAOVGE OmAQ Eva TEPPAALOVTIKO ayaBd, ¢
owcovoptkd ayafd.” H tdon avth mvpoddtnoe
TOUG EOPOVE AVOPOTICTIKOV OPYUVIGUAOV KOl
OIKOAOYIKDV OPYOVMOEWMV, OTL EAAOYEVEL O
Kivduvog ot eTmyol Kot o1 gumabeig opadeg tov
KOOUOV v yivouv  QTmYOTEPOL  KOL V.
nepllPlomoOoy  aKOUN TEPIGGOTEPO GTNV
TPoomdOeldl TOVG Vo amOKTHoOLV TO CMTIKNG
onuociog ayafo. ‘Etor, m debvig kowvotnrta
apyloe vo avoyvopilel To vepd ¢ dkaimuo, Le
mv zmemoifnon o1t N Kabi€pwon &vog TETOO0L
SIKOMUOTOG Oa eMParrel Wwitepeg
vroypemoelg oto Kpdrtog, edwd amévavtt oe
eketvoug mov dgv Pmopovv vo 1o n)mpd)oovv.g
AvOioyo [e TNV @OUON TOL OWKOIOUOTOS G
atopkol N devtepevovtog kabopilovtar kot ot
VIOYPEDGELS TOV £xEl T0 Kpdtog amévavtt 6Toug
TOATEG TOV VO EKTANPAOGEL, VO, TPOCTATEYEL 1] VO
oefaotel to dikaiopa avTo.

2. H ¢don 100 KOMOMOTOS OTO VEPO G
O TOUIKO KO G OEVLTEPEVOV OIKAIMPO,

Méypt tov IovAwo Tov 2010 kan to PReiopa
64/292 tov OHE 10 dwoiopo ot0 vepd
YOPaKTNPLOTOV MG OeVTEPEHOV KOl OapaitnTO
Yo Vv wovomoinon dAAmv  avBpdmiveov

"H ovTuetdmion ov vepod m¢ otkovoutkol ayafod vro-
tifeton 0T Aertovpyel wg €vo PHECO TPOGTACING TOV Omd
™V aAOYIoTI (PNON TOV 1| OTOI0. GUVETAYETAL TNV CLUVEXN
eEdvtinon tov amobepdTmv Tov.

8 Bluemel E. B. The implications of formulating a human
right to water. Ecology Law Quarterly 2004, 31: 964.

® Idem,:968.

ZL www.bioethics.gr
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dkaopdtov Ommg To dikaimpo oty vyeia 1 To
dwaiopa ot Con. A0t yia va givarl 1oyvpd Eva
dwaiopa ot {on TPETEL Vo VTAPYOVV  «OL
BepeMmoelg ocuvinKeg Tov vl amopaiTNTES VO
vrootpicovv Loy,

20. To Jowaiopo o610 vepd MG dgVTEPELOV
okaiopa

Q¢ devtepebov dKolOUO TO SIKOi®UO GTO
OGO VEPO KL GTNV VLYLEWVN EVIAGGETOL GTO
OIKOOUOTO, «TPiTNG YEVIAGHY 1 «OAANAEYYON O,
To. omoia ovomtuyOnkov oto mAaiclo diebvov
opyoavicpov omow¢ o OHE xor n UNESCO.
"ANho TETOL0L SIKOUDULATO, ETVOL T.Y. TO «dIKaimpLoL
oV vyeio» 10 «dkaiopo oto TEPPAAAOVY Kot
10 «dKaiopo oV avaTTLEN» Kot HeTald Toug
aVTA Etvar aAANAEVOETA.

[T cvykekpipéva, to dikaiopa otny vysio
dev umopet va voiotatarl yopig v eEacedion
TpdcPoons o€ EMOPKEG Ko TOOTIKO veEPH OTAV
wepimov 3 ek.  dvOpomor mwebaivouv  amd
acBéveleg mov Exovv mpokAnOel amd axotdAinio
vsp(').12 >to pe ap. 15 Tevikd Zxdho g
Emtpommg tov Owovopkod kot Kowwvikon
Zvpupoviiov oo OHE (ECOSOC) avagépetat,
0Tt 10 Kkpdatog £xet v €vbuvn pécm TOL
GLOGTNLOTOG VYELOG KOl TOV VANPESIOV LYELOS VO
TapEYEL o€ OAOVG emapkEG Kol KaBapod vepo. 13
To vepd elvar emiong amopaitnto kot CoTKO
otV &Eac@dion Tpoerg KaBdg Kol otV
KOVOTOINGT) TOL SIKOLDLOTOG GTN GTEYAOT).

EminAéov, 10 dwaiopo oto vepd amoppéet
Kot omd 1o dwaiopo oy avdmtuén. Apketd
olebvn  keilpeva, avdpeco o€ oOVTA  Kou M
Awxnpoén mg Biévvne avaeépovv Ot 10
dwaiopo oty avantuén eivol éva «rToykOoUo
Kot amopdypamto  owkoiopo kot €va

% Ihidem.

Y TMapapéc I1. To dikaimpo 610 OGO VePd. AucondporTo
o0V AvBpomov, Tdkkovhag, ABva 2015, 63: 153-160.

12 Scanlon, J., Cassar A. & Nemes N. Water as a human
right? IUCN 2004, 51: 11.
Bhitps://www.refworld.org/pdfid/4538838d11.pdf
(AvaxtnOnke 10.8.2019).
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avomOoTaoTO HEPOG BepeMwdmdv  avOpomivov
81Ka1c0udtmv.14 210 ap. 8 devkpwvileTon OTL «..TOL
Kpdtn 0o mpémer vo  Aappdvovv Oia ta
KOTAAANADL HETPOL YOO TNV 1KOVOTOINGT TOL
OKAOUATOG 6TV ovATTLEN Kot HeTa&y dAL®V
va eEaocpaiilovv ioec evkapieg o OAOLS Yo TNV
mpocPacn Tovg 6e Pacikodg TOPoVG...» . Me
Bdon Vv ovAloyloTikny Tov  ApHBpov  AVTOV
kpiveton avaykaio 1 mpOSPAcT GE OIKOVOUIKA
TPOCITO vEPH vao. unv dnuovpyel dvcavaioyo
OKOVOUIKO ﬁl(gucsu«') Bapog oe kavévay péca o€
[ Kovovia.

Téhog 10 diKaimpUo 6TO VEPO GUVIEETOL Kot
pe 1o dwkaiopo o €vo VYIEWO/aE10mPETEC
nepPdAlov av Kol ol meEPLocOTEPEG XLVONKEG
avOpOTiveoV SIKUOUATOV EITE OEV aVOPEPOVTIL
pnté o’ éva  avBpomivo Owoaiopo  6TO
nepPdAlov eite 10 €Eaptovv amd 10 dSwkaimpo
otV vyela kol ™ (o1. E€mpetikd, n ZovOnkn
tov  "Aapyovg (1998) avayvopilet oO6TL «
EMOPKNG TPooTacio. Tov mePPdALlovTog glvar
ONUAVTIKY Yo TV avBpdmvn eunuepio Kot tnv
amOAoLoN OepeMwdmv avOponivov
SaopdTov GUUTEPIAQUPOVOUEVOD OV
dikotodparog ot Cony.”" Tty ovopopd Tov To
I'pageio ¢ Yrmotng Appooteiag AvOpomivov
Awoiopdtov tov Hvopévov EOvav avaeépet
0Tt evd ot XuvOnkeg Yy To  ovOpdmiva
owompoate  dgv  avoeépovior pnta G0 €val
owaiopa yioo vYEg kol acPorés meptBdAlov,
oMot avayvopilovv TV €yyevi 6OVOECST HETOED
TOV TEPPAAAOVTOG KOl GAADV  OIKOIOUATOV
OT®G TO OKoUUo otV LYeEio, TNV TPOPY, TO
vepo .18

4 Gleick, P. H. The human right to water. Water policy
1999, 1(5): 487-503.

> Scanlon, J., Cassar A., Nemes, N. op. cit.: 19.

ij Bluemel, E. B. op. cit, 970.
https://www.unece.org/fileadmin/DAM/env/pp/documents/
cep43e.pdf .(AvoxtiOnke 15.8.2019).

'8 Boyle, A. Human Rights and the Environment: Where
Next? European Journal of International Law, 2012,
23(3):613-642.

ZL www.bioethics.gr
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H Swpioon emopévog tov avBpomov og
éva. vY1Eg mepiPdAdov amotedel €Kpovom g
TPOCHOTIKOTNTAS TOL POV 0VTO amoterel TOV
LoTikd yoOpo péca otov omoio pmopel v v
avamtHEet erevBepa AOKMOVTOG TG
OpacTNPOTNTEG TOV, OmOTE Ko KABe TPooPoAn
o010 TePPAAAOV omoTeAEl Kol TPOOPOA NG
a&log tov. Ztv Atoknpuén g ZTOoKYOAUNG
avaPEPETOL OTL: «0 dvBpmTOc £xel T0 Bepelmdeg
dwaimpo otnv elevbepia Kot v 100TNTA, G’ £Vl
nepPdAlov e moldnta mov emtpénetl pia {on
pe aflompémelo. kol gonuepio, Kot QEPEL TNV
evbdvn vo mpootoTeEVEL KOl VO PEATIOVEL TO
TePPAALOV Y00 TIG TOPWVEG KOU UEAAOVTIKEG
YEVIECH.

Ev katoxAeidl, 10 dikaiopo 610 vepd ®G
devtepebov  dkoimpo  yivetonr avTIANTTO ¢
KOW®VIKO OKaiopa Kaflepdvovias mg T€Tolo,
aQEVOC  VLTOYPEDGES TOL KPATOLG 7Yoo Vo
napéuPer pe Oetikég evépyeleg KOl QQETEPOL
aéioon amd v TAELPA TOL TOAITN VA TOV
eCacparicer v mopoyn Poocikdv PlrotikdOV
ayabov  wote vo  emevyfel  oTOXELOONG
811((11061’)\/11.20

2p. To dwkaiopa oto vepd g avedptnro
OIKOI®MNO KOl TO KOVOVIGTIKO TOV TEPLEYONEVO

INUovTikodg oTafUog 6TV avayvaplon Kot
TPOAY®YY] TOV OKOLDUATOG O©TO VEPO MG
aveEdptnto owaiopa, Ntav 1o 2002 otav 1
Emtpon| tov Hvopévov Efvov yuo o
Owovopkd  Kowovika kot  TloMtiotikd
Awoudpata voBétoe 1o ['evikd Xyoiwo 15
(General Comment 15) mov 6pile 10 dikaimpa

Y To npopinpa PéPara pe avth TV TPOGEYYION OE GYXoN
pe 10 avBpomvo dikaiopo 6to vepd, eivol apevog ot
GUYKPOVGES TOL Ogv pmopohv vo AvBovv KoTd TNV
lEPApYMNOoN TOV OVAyK®OV TOL avOpOTOL EVAVIIOL OTIG
«ovaykeey tov mePParAovtog, kabmg kot M EAAEWyM
KOVOVIOTIKNG CGO@NVEWG 1 omoion odnyel o€ aféPoreg
TPOKTIKEG EQAPUOYES EVOG TETOLOV STKOLMDLLATOG,

2 Aquntpémovrog A. Egoppoyéc Anposiov Awaiov, (er.)
Télhov, I'. Abnva, 2003 (Avoktibnke 5.8.2019 omo
http://www.greeklaws.com/pubs/uploads/word/353.doc.).
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0T0 vePO OYL LOVO MG OIKOVOHIKO oyaf0, oAAd
o¢ BepeMmoeg avOpomivo dikoimpo Kot g
KOwoviKdO kKot  moMtioTikd  ayafd. [T
ovykekpeva, 1 Emirponn emonupove OtL 10
dwkaiopo oto vepd ocvumepriouPdvetol otV
KOTNYopio TOV amopoitnTOV £YYUNGEOV Y10 TN
dlo@dAon Tov  JIKOIOUOTOS O €vol
KovomonTikOd Plotikd emimedo Oedopévov 0Tl
amoterel Packn mpobmdBeon ya v emPiwon.
2l H EMEWYT OUMG OECUEVTIKNG TOL 1GYVOG
GLVETAYOTOV OTL 1] VOUIKT] TOL emppon e£apTdTo
OYEOOV OAMOKAEOTIKA omd TIC TPAcelg TV
ECMTEPIKDOV OPYAVOV TOV KPOUTOV LEPDV.

Ymv ovvéyxelo tov IovAo tov 2010 n
I'evikn Xvvédevon tov Hvopévov EOvav pe to
Yoo 64/292 avayvopioe "to dikaiopo 6to
acQoAEG Kot KaBapd TOGYO veEPO KOl TNV
VYW ©G avOpOTIVO  SKaimUK OVGLOOEG Yld
mv mApn  amoiowon ¢ C{ong kot OAwv
TV aviponivov dikawpdtov"'. Me tov tpoémo
avtd o OHE cuvédeoe 10 dikaimpa 6to vepd pe
TIC VITOYPEDGELS TOV KPOTAOV TOV OMOPPEOLY UTO
10 6VVoAO TV AleBvav Xvvinkov tov Awoaiov
tov  AvBponivov  Awkaopdtov.  Xtug 24
YenteuPpiov 2010 to XvuPovio AvBpomivov
Awoiopdtov, emKOAOVUEVO HETOEL  GAA®V
0 Yrpopa ™mg Ievung Xuvélevong,
emPefaince opopwva  O6tt  "t0 avBpdmvo
owoiopo 610 0cQAAEG TOGIHO VEPD Kol GTNV
vytewn mydlet and to dwkaiope ce £va EMAPKES
Blotikd emimedo ko oyetileton dppnkra [...] pe
10 Owaiopa ot Con kot v avOpodmvn
a&lompénern. 22

Me v avayvopion &vog oveEdptntov
OIKOIOUOTOG OTO VEPO Omd  TO  AVOTEP®
YNeioHoTo, amocoENVIGCTNKOY Ol VITOYPEMGELS
tov Kpdrtovg o¢ €€nc: o) vmoypémon cefacpov,
Baoer g omolag 10 Kpdrtog opeiler v’ améyet
amd OmOwWONmOTE MPAEN 1 TOAITIKY) 7OV OEV

2! Doorn N. Water and Justice: Towards an Ethics of Wa-
ter Governance. Public Reason, 2013, 5 (1): 102.
22

https://www.un.org/en/ga/search/view_doc.asp?symbol=A
/IRES/64/292. (Avaxthonke 5.8.2019).

ZL www.bioethics.gr
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mpowbel TV  wavomoinon  &vog  TéTOlOV
dwompatog, B) vmoypéwon mPooTaciag, OTOV
10 KpATog opeidel va gumodilel Tpitovg and 0
va  mopepPaivovv otV amOAOLOY] TOV
OKOLOUATOG KOl Vo PapUOlEl TNV KATAAANAN
vopoBecio Kat, y) vEoXpE®ON Yo EKTANPOOT
nov onuaiver 61t To Kpdtog opeidel va Aapfavet
oMo eketva To KOTAAANAG pétpo. mov  Oa
BonBnoovv oto va kovorondel to dikaimpo
OVTO LE TOV KOADTEPO OLVATO rp(')no.23

AxorovBwg M Emutpony| tov Hvouévov
EBvov, emeonuave téooepa otoryeion KAEWOLA Yo
Vo omodMOEL  KOVOVIOTIKO TEPIEYOUEVO  GTO
OLYKEKPIUEVO OIKOI®UM, 1| THPNOT TOV 0TIV
mnpoi Tig Tpodmobéser; e froodmrag.>:

o) 10 vepo mpémel va givorl dbéoo oe
EMOPKEIS TOTOTHTES Y10 TPOCMOTIKN KO OUKLOKT)
xpfion.

B) 10 vepd YO OIKIOKY KOU TPOCMTIKN
yprion Ba mpémer va givon aopalés kou kabopo,
amoALaypEVO amd kdbe popeng HOALVONC. 2
Ocov agopd oty mowdtnta dev Ba mpémel va
nopoPAémovion ta {NTAUOTO VYIEWNG KOl TO
Inmuata dtoyeipong Twv AUAT®V.

Y) TO vEPO KOt 01 TOPOYES vepol Ba mpémet
va gtvar TpocPaoipeg oe OAovg. Avtd onuaivet
otL Oa mpémel va glvar €bkoAd mpoofaoiio oe
ayéon pe v amootaon omd TO OmTL , EPYACi
KATL. TOL K0OEVOC, o1KOVOUIKG TPOTHATILO OKOUN

2 Scanlon, J., Cassar, A., Nemes, N. op. cit., 22.

% Doorn N, op. cit., 103.

2 Yapyovv kot GAAeg TOAMEG avOPOTIVES YPHOELS YO TIC
omoleg elvar avaykaio to vepd, OM®G M TAPAYWOYN TNG
TPOPNG HECH TNG YE®PYIOG KaOMG KoL 1 (pNon Tov 61N
Bopunyavia, topelg Opmg mov  omoutobv  TEPAOTIES
TOGOTNTEG VEPOL KOl UTOPOVV Vo 1KAVOTOHovv ool
egaopoloToby mpdTa ol Pacwég avaykeg Ewdwd ot
veopyla M aAdYloT EKUETAAAELON TOV, M LREPAVTANGN
TV vroyeiov VOGTwV yopic €Aeyxo Kol M €mAOYN
VOpoPOpwV  KOAMEPYEIDY HE  UOVO  KPUTAPLO TNV
Kepdopopia oiyovpa dev cuviotd opb1| dtoyeipton Tov.

% Doorn, N., op. Cit, 100.

2T A6 auTG TPOKVTTEL KOl VO apviTIKO KaOHKOV TOV
KPOTIKOV KOl U1 GOPEMY VO NV puTaivouy 1 oALOLOVOLY
LEe OTOLOVONTOTE TPOTO TO VEPO TOL TTPoopileTar yuo TIg
o Ve YPNCELS.
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Kol o€ ekelvoug mov eivor mOAD @T®YOoi, Kot
XOPIS OlaKkpion NE 10W0HTEPT TPOVOLNL YLl TOVG
QTY00s Kot TIC evmafelg opades Kot TEAOG ,

d) OMOWONTOTE mANpPOoPOopio. APOPA GE
{nmuoto vepov glte oe oyéom HE TO OGS Ol
KuPepvnoelg yepiCovian ta {ntuato ovtd, €ite
oe oyéon pe 10 OKoiopo TV avOpOTOV Vo
GUUUETEYOVV OTIC AMOPACELS Kot va yvopilovv
v vopoBeoia mov epapuoletor yuoo to vepd,
TPEMEL OpLOimG Vo etvan amdivta mpoafaoiun.

Ta ©¢ Gve kpumple TPOSPEPOVY  Eva
mAoiclo yu vo T€BoVV o1 TPOTEPAITNTEC OTA
GUYKPOVLOUEVO, GLUPEPOVTIO TOL VIAPYOVV KOl
Y vo An@eOovv amo@Aacelg Yoo TNV HEAAOVTIKTY
Yprion Kot dreipion v véaTdY TOpmvY, e

Opovg Prooyung avamtuéng.
3. NopoOsoia

2tov topéa TNG MOALTIKNG TV LOATWV, 1
Odnyia IMlaicto vy ta Nepd  (Odnyio
2000/60/EK), omotelei mAéov TO Pooikod
vopobBetikd keipevo g EE ywo ) Swoyeipion
Tov vodtveov mopwv. H Oonyla Béter cageig
TEPPAALOVTIKOVG GTOYOVG: TV €MITELEN KOANG
OWKOAOYIKNG  (MOWOTIKNG  KOlU  TOGOTIKNG)
KOTAGTOONG KOU TNV OTOTPOTMN TNG TMEPOUTEP®
vrofdOuong dAwv twv vddtwv g Evpdrng
(emeavelok®v, LTOYEIWV Kol TapakTiov). Ot
dwrdéelg g  Oomylag mpoPAémovv Vv
0AOKANpOUEVT dloyelplon TV VIATIVEOV TOPMV
Kot TNV KatamoAéunon g HOAvvong Tev
voQtwV amd Propnyovieg Ko evoouatOdnke pe
kabvotépnon ot1o  eBvikd pag dlkato pe 1O
[poedpucd Adtarypa 148/2009.%

10 GpBpo 14 g Odnyiog KaToyLPOVETOL
1N OCULUUETOYN TOL KOWOL 1 omoic GuvictaTol
oTNV ~ TANPOPOPNCN KOl TNV LROPOAN
TOPOATNPCEMY GYETIKA HE TO TPOYPAUUOTO

%8 Scanlon, J., Cassar, A., & Nemes, op. cit, 30,31
2 Gleick, P. H. Water in crisis: paths to sustainable water
use. Ecological applications 1998, 8(3): 578.

% https://eur-lex.europa.eu/eli/dir/2000/60/0j (Avaxtinke
12.8.2019).

~ www.bioethics.gr
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Siayeiptone. *To apBpo avtd epunvedetar vd
T0 Mpiopo NG XOUPaong Tov Aapyovg, 1 omoia
amotelel Oepédo AiBo yio v eykabidpvon piog
OCUUUETOYIKNG TEPIPAAAOVTIKNG dNUOKpOTiOG Kol
éxet  wovpwbel omd v EAAGOa pe  to
vouo 3422/12-12-2005. Eivor mpo@avig OtL T0
KOWO TTAV® o’ OAOVG EYEL EVVOLO GUUPEPOV OTN
0éomion TOTIKOV OAAG Kol TOGOTIK®OV GTOYMV
vy o Vdota, €p’ 66OV 0,1t amopaciletal £xet
dueon enintmon oty avOpomivn {on.

Téhog, n Odnyla vy 1o Ildco Nepd
(98/83/EC) pe mv mpdtaon mpog Avabedpnon
Mg MOv €yve Omd TO Evgmnamo Kowofovio
tov OktoPpro tov 2018,™ apopd oto Kprripla
ToldTNTOS TOL VEPOD TOL TPoopileTon Yo Ov-
OpdTIVT KOTOVAA®DOT). AVTIKEIEVIKO GKOTO £)EL
vo TpootatedEl TNV avOpdmivn vysio and T o-
TOTEAEGLLOTOL TTOV UTOPEL VaL £XEL 1] OTTOLALONTTOTE
poéAvvon tov vepov eEacparilovtag OTL avTtd
etvar amoAvTmg Kabapd kot vyewo.

4. H Evponaikny IIpotofoviia IMomtdv.

16pvon kat otoyol Tov “Right2water”

Ao tov «llokepo ywo t0 vepPH» otV
Kotsapunduma g BolPiog to 2000 €wg kot To
Yrowopa tov Hvopévov EOvav to 2010 mov
avVayvVOPLoE TO OKAIMUO OTO VEPO Ol OyMVES
SlPOp®Y  OHAd®Y  TOMTMOV — EVAVTIL  GTNV
W TIKoToinom TOV ~ LANPECLOV  VEPOD
OLLOPPDOVOVY GLVEYMG TO KOWVOVIKOTOALTIKO
oKNviKe. Metd v emionun avayvopion Tov
OIKOIOUOTOG  TOL  KWVAUOTOL  TOL  VEPOL
OpPOUOTIOTNKAY [H10L VEOL EMOYN WE OTOXO TNV
TPOKTIKY] TAEOV  €EQOPUOYN TOL Oamd  TIG
KuPepvnoelg Kot Oyt amAd vo mopapeivel avtd o€
éva eminedo 0’0@1ﬁmcmg.3

* Ibidem

% http://data.consilium.europa.eu/doc/document/ST-5846-
2018-INIT/el/pdf. (Avaxthbnke 12.8.2019).

% Joy, K. J., Kulkarni, S., Roth, D., Zwarteveen, M. Re-
politicising water governance: exploring water re-
allocations in terms of justice. Local Environment 2014,
19(9):10.
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H avéyxn avt) €ywve mo emroktikn kotd
v mePlodo TG OIKOVOUIKNG Kpiong omnv
Evpdnn, 6mov gibiotan ot avicdtreg petald tov
avBpdmov va o&Euvovtat Kot ot N0kég a&ieg OTmc
N a&ompéneta ko 1 ovtovopio vo BdArovtat. Ot
TOMTIKEC TOV HVNUOVIOV ©€ YDOPEG OMME M
EXLGda, n [Toptoyorio n Iomavia, dtopodppocay
KOVOVEG Kol vopoBeoieg TES Opovg
SVOPACTAYTOVS YO TOLG TOMTEG TV YWOPOV
aVTOV, LE KIVOLVO Vo SlaKvPEVETOL aKOUN KOl 1)
amoAovon Pacik®v SNUOCIOV ayaddv.

Ev  oOyer oavmg ™G KOW®VIKNG
TPOYLOTIKOTNTOG, ELPAVIGTNKAV GTO TPOGKNVIO
KOl GUYKEKPIUEVA 0TO, {NTHUOTO TOV VEPOU VEEG
HOPPEG OPYAVMONG TNG KOWVOVIKNG GLUUETOYNS
EMOLOKOVTOS GUYKEKPUUEVO  OOEANUOTA  OXL
UovVo Yol Lo, KOWMOVIKY ouddo AL yio OAOLG.
Ot palikég KvnTomomoelg yio dikair dlavoun
KOl KIVITOTOINGT EVAVTLO OTIG 10IMTIKOTOIGELG
oomMynoav  MOAAEC  (QOPEC  GE  OMUOKPOTIKES
ocv{ntoelg pe otdyo ™V avalntnon AVGE®V Yo
TNV ovadOUNGT TOL TOUEN TOV VEPOD, LE TPOTOVG
KOWoVIKG  dlkalovg,  ONUOKPOTIKODG Kot
nepPailoviikd Prdoovg.

Mw  onuoviiky — Kowvotopio otV
Aertovpyio e Evpomaikng ‘Evoong eionydn pe
mv XovOnkn g AcaBovag (apBpo 11 ZEE ko
24 mg ZAEE). Ouddec moMtdv ovvavtol vo
kalovv v Evponaik Emitponn (oto e&ng EE)
va  vmoPdAier  vopoBetikég mpotdoelg  emi
Bepdtv 0mov amotteitol 1 VOUIKY TG Opacn Yo
TNV €QAPUOYN TOV ZLVONK®OV. Zuykekpléva m
EIIIl mwpémer vo  vmootnpiletor  oamd  TIg
vmoypagés  to  Aydtepo  lek. mOATGV
TPOEPYOUEVES OO TOVLAGYIOTOV EMTA KPATYN -
péin g Evponaikng Evoong.

Xopupova pe tov Kavoviopd (211/2011)
g EIIL n EE dwwbétet - and v vmoPoAirn tng
mpwToPfovAing - mpobeouio TPV VOV Yoo va
covavimbet  pe  tovg  opupodiovg,  va
TPOYPOUUOTICEL o ONUOCIe  aKpOacT GTO

% Boelens, R, Budds, J., Bury, J., Butler, C., Crow, B.,
Dill, B., Langridge, R., Santa Cruz declaration on the
global water crisis. Water International 2014, 39(2): 249.

ZL www.bioethics.gr
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Evpomnaiké KowoPovAlo oyetiky pe v
TPOTOPOVLAIN KO VO OTOVTNOEL ETICNUW®G, HE
Avokoivoon mov 0o ekBétel «ra vouika wou
TOMTIKG.  GOUTEPAOUATA THS OCYETIKG. UHE  THV
TPTOPOvAIO. TOMTOV, TIC EVOEYOUEVES EVEPYELES
ot omoles mpotiBetal vo Tpofel Kal Tovg AOYovg
10, TovS omoiovg Bo. mpofel i dev Ba mpoPel orig
eV AL0Oyw eVEPYELES».

H IpwtoPoviio «Right2Water» vreAnon
emoNuoc to 2013 kou ametéhece TV PO
EIIIT mwov mAnpovoe TI§ OMOUTAGES Ol OTOlES
opilovton otov kovoviopd tov Evpomaikov
KowvoBoviiov, éxoviag AdPer v vmootipién
1,884,790 mohMtov amd 13 ydpeg, opelovpevn
wWwitepo omd  pion PEYAAN  EKOGTPOTEID TOL
opyavwoe m I'eppovio oe oxeon pe v
WIOTIKOTOINGN  TOV ~ LANPESIOV  VIPEVOTG
Aappavovtag palikn vrostpien. %®Tq Tt
g mpog Vv Emtponn) fitav cuykekpéva :

o) Ta Beopxd 6pyava g EE kot ta kpdn
puéEAN va vroypeovivral vo eEac@oaiilovv 0Tt GAOL
0l TOAITEG AMOANVOVY TOV SIKALDUATOG GTO VEPD
kol v amoxétevorn. PB) H 0dpevon kot 1
dwyelpion TV vOdTVOV  WOPp®V  va  pnv
VIOKEWVTOL GE «KOVOVEG TNG ECOTEPIKNG AYOPACH
Kot 01 VINPeGieg VOATWV va eEopodviat amd TV
aneAevBépwon g ayopds ko y) H EE va
evtelvel TIg mpoomdBelég g ywoo TV emitevén
kaBolkng  mpdoPacng oe  VOpevon Kol
OmOYETEVOT).

O opyaviopdg mov LTOKIVNGE OVCLACTIKA
10 kivnuo Right2water to 2009, fjtav n Evpona-
ikn Opoomovdio Zuvdwkdtov Anpdciov Yrnpe-
ocwwv (oto e&ng EPSU), mov gpydleton oo {nt-
pato Tov vepoL Nom amd v dexaetio tov 1990
pe v Pondeta kot vrooTNPEN VO AVETTLYLE-
VOU SIKTHOL U1 KEPSOTKOTIKADV OPYOVAGEDV KO

*https://eur-lex.europa.eu/legal-
content/EN/TXT/?uri=CELEX%3A32011R0211.
(AvoxtnOnke 10.8.2019).

% Bieler A. Fighting for public water: the first successful
European Citizens’ Initiative, “Water and Sanitation are a
human right”. A Journal for and about Social Movements
2017, Vol. 9 (1): 300-326.

https://www.right2water.eu/ (Avaxtifnke 10.8.2019).
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KOW®OVIKOV KvnUateov arnd o0lo tov kocpo. H
EPSU &0 kot ypovia vrootnpilel obevapd v
avoyvoplon evog SIKOUMUOTOS GTO VEPO, VTOY-
poappifoviag v vmoypéwon kot €vOHvn TV
KPOTOV VO, TOPEYOLV OVTES TIC ONUOCIEG VLINPE-
olec pe dopdvela kol GVUUETOYIKO TpoOTo. Emi-
ong vrootnpiler 6tTL amd povn ™ n evon Tov
vepol ( puo1KOG TOPOG LOTIKNG ONUACIAG YO0 TV
emPioon), amoterel éva dnuodclo ayadd mov Oa
TPEMEL VO ATOKAEIETOL A0 TOVG KAVOVEG TNG &-
OOTEPIKNG ayopds kot va dttnpndel ¢ «puot-
KO» LOVOTIMAL0.

Me v EPSU ovproapataytmkav pn
KoPepvntikég  mEPIPAAAOVIIKEG  OPYOVAOCELG,
YOVOIKEIEG OPYOVMGELS, EKKANGLOOTIKEG OMAOES
Kot omhol moAitec o kaBévag emdubkovTog vo
Kavomomoel v Ok Tov  1deoloyia, e
OPOPETIKA. TOAAES QOopéG KivnTpo aAAL pe
KOWOUG TeEMKA okomovg: Tmv  vioBémon
KOADTEPOV TPOKTIKAOV OLOYEIPIONG, LE YVOUOVQ
mv mpootaciot Tov TEPIPAAAOVTOC KoL TNV
KOWMVIKY gunuepio Kot pe odnyo Eva dtkaimpo
ot0 vepd mov Ba evepyomolel UNYAVIGLOVG
Aoyodociog yo o Kpdtog kot o eEacparilet
NV TAPOYN TNG VANPECING € OAOVS, LEIDVOVTAG
£TGL TNV QTOYELO.

Kowo aitnua: H  gpappoyn  tov
OIKAOUATOG  aVTOV  pHe  PNTEG  VOUOBETIKES
npoPAréyelc otnv Evponaikn Nopobesia.

5. Apeoeg ovvénereg amd Ty dpaon g EIN

H EIII onupoatoddmoe yioo mOAAODS pio
aAlayr] oto moMTikd mepPdAlov g Evpdnng
YTt Yoo IpoOTN QopA o1 ToAiTES Elyov T dVVOUN
va €govv Adyo oV SOUOPPMOT| TNG vopobesiog
omv Evponn. Mg v tepdotio GupETOYT| TOV
TOMTAOV OAAQ KOL TNV OVOYVOPLoT TNG OO HEAN
tov  Euvpomaikod KowofovAiiov o@davnke va
AVOOEIKVVETOL TTEPICCOTEPO GE €vo. OTTAO 1OV O
€01ve TNV gukapio. 6TOVG TOAITES VoL TPOTEIVOLV

ZL www.bioethics.gr
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vopoBeticéc pudpicels ota (nTipato vepon >
Kol Ay0tepo G° €va gpyareio eonynong véwv
Inmudrov yo v Evporaikn Atlévra.

Tov Mdaptio tov 2014 wor apov n EIIII
TANPOLGE TIG TVTIKEG TpobToBécels, n Kopuoiov
onuocievce v Avokoivwon g pe v omoia
vrooyoTav va acknoel mieon ota Kpdtn-Méin
Vo €QOPUOCOLY  QWGTNPE TNV LIAPYOLOO
vopoBeoia yio ta Voata, Olywg Ouwg va
OVOQEPETOL - TPOC WHEYAAN OTOYONTELCY| TMV
EUMAEKOUEVOV  OUAO®V  -GE  GUYKEKPIUEVES
VOUOOETIKEG aALOYEC 1 OTNV EVOOUATOGT TOV
Swaudparoc oty Evpomnaikh Nopobesio.

Eniong, peta&d drMov, n EE
deouevTnKe va dpoporoynoet gvpeia
dwPovrevon o oyéom pe v Oodmyia [Hociuov
Nepov mote vo Peitiowbel m mpocPoaon oe
ToTIKO vePO, Olevkpivice 0Tt Ba mapapeivet
0VOETEPT OGOV APOPE TIG TOMTIKESG EMAOYEC TOL
TPOYUOTOTOLOVVIOL GE €OVIKO, TEPLPEPELOKO KO
TOMKO  EMMESO  YlO. TNV TOPOYN VLANPECLOV
VOPEVONG Kot OTL BaL LEPLUVA Y10L TNV TNPTON TOV
Bactikdv apy®mv TS ZuvOnKNG, OTMG 1 SLUPAVELL
kot M ion petayeipion. Téhog, vmoypappice 0Tt
avayvopilet ta  (nmMuota  mpoécPoaong o€
AcQOAEC vEPO ¢ CNTAUOTO TPOTEPAATNTAG KOl
0Tt Swmpel ™ Oéopevon g ot Oebvy
dudkacio Yo TV €KTOVIOT NG AVATTLELOKNG
atlévtag petd to 2015.°

H Avaxoivewon tg Evponaiknc Enttpomnic
mopOlo  mov  @dvnke va  youpetiler  pe
cofopdTTa TNV KIVNTOTOINGCT TOV TOALTMOV Yo
TNV avayvoplon ToV JIKUIOUOTOS OTO VEPO,
®wotdG0 dev  KATEANEE GE  GUYKEKPLUEVES

* Longo E. The European Citizens’ initiative: too much
democracy for EU polity? German Law Journal 2019, 20:
181-200.

% parks L. Framing in the Right2water European Citizens’
Initiative. University of Lincoln, 2014 (Avaktifnke
10.8.2019 oty dlvon:
https://ecpr.eu/filestore/paperproposal/2313b898-ab57-
4408ff-ad3f-1b4081°f<:991e.pdf).

http://www.europarl.europa.eu/EPRS/EPRS_IDAN_53634

3_Implementation_of the European_Citizens_Initiative.p
df (Avaxrtronke 8.8.2019).
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vopobBetikég mpotdoelg mov Mtav 1o {nroduevo
™m¢ ekotpoteiog Right2water. H éxPaon avt
TLPOdOTNGE SOPOPETIKEG KPITIKES (OC TPOG TIG
mpaypotikég  ovvordtnteg g EINIT g
ONUOKPATIKOO HECOV GTA YEPLOL TOV TOALTMOV, UE
OTOTEAECHO VO, XOPOKTNPOTEL ©¢  éva
«OVTOdOVaNO 0ALG TEploplopévo epyoieion. !

6. Evpvtepog avrtikTOmOog ©C TPOg TNV
EQUPUOYI] TOV OIKULAONUTOS GTO VEPO

[Tapodro mov ek TpOTNG dyemg PaiveTor OTL
0 Paocwog otodyoc g EII yuo aAloyég otnv
Nopobesia g EE dev otépbnke pe emrvyia,
®oTHG0 Yivetar avTIANTTo OTL 0 AydVOG TNG dEV
Ntav oe Kapia wepinmtwon dxopnog. Amevavtiag,
N ovvaiveon ekatoppvpiov Evponaiov moAtdv
TPOKAAESE L0 GEWPA EVEPYELDV KAl AVTIOPACEDV
o€ O10POPETIKA EMITEDL.

Kot’ apydc to Evpomoiké Kotvopoviio
tov XemtéuPpro tov 2015 wor perd Vv
Avaxoivoon g EE pe yneopd tov anopdcioe
va emdnéel to dikaiopo oto vepd pEcm 18iag
npotofovAiag (ntoviag and v Emtpony va
TPOTEIVEL GYETIKN \/0],L068csioc.42 Me 1o yneiopd
tov 10 KowofovAo «xorovoe v EE va
evbuypopotel pe tov mpOTOPYIKO GTOYO NG
[TpwtoPoviiag Right2water kot vo emavérdet pe
vopobetikég mpotdoelg Kabdg kol pe o
AvaBedpnon g Odnyiag 2000/60/EC yw to
vspé.43

Eniong ko evd nrov Ndn oe eEEMEN 1
kaumavio. Right2water, n EE &iye onpooievoet
éva Zyx£610—O0dnyia mov apopovse 6TV ovabeom
ovuPAcE®Y TOPAYDPNONG TOV VINPECIDOV VEPO

41

https://www.un.org/waterforlifedecade/waterandsustainabl
edevelopment2015/pdf/jerry_van_den_berge right2waterg
dg.pdf (AvoxtOnke 20.7.2019).

% Metd o mépog TG SNUOGIOC 0KPOAGTG Ol EMTPOTEG TOV
KowofovAov pmopodv va vmootpiéovv pwe  ETII
exdidovtag o €xbeon 18i0g mpwtoPfoviiog, ®g HECO
nieong mpog v Emrponn yua avainym dpdong.

http://www.europarl.europa.eu/doceo/document/T A-8-
2015-0294_EN.html (Avaxtionke 12.8.2019).

ZL www.bioethics.gr
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oe WIOTKEG etoupieg. Otav n exotpateion Tov
deBpovdpro Tov 2013 elye Eemepdoer T1g lek.
VIOYPOPEG Kol dlapavotay 0Tt Ba giye peydin
emtoyla, N EE omocBoympnoe xor efaipece
eviedmg amd v Odnylo avty TIg vanpeocieg
bSpaang.M Me Aiya Aoyw m EIIIT eiye Mon
metOyeEl  €va MOAD  ONUOVIIKO  TOMTIKO
OmoTéEAECUO, KO 0. €EQUPETIKN VIKN TPOTOL
akoun oBdoel emionua oto I'pageio TOVL
Emtpomov g Evpo’mng.45

Amo v Avakoivoon ¢ EE 10 2014 611
Ba dpoporoyovoe gvupeia dtafovievon oe oyéon
pe v Odnyia woésov vepov (98/83EC), poig
tov @ePpovdpro tov 2018 katatédnke mpodTaon
v véa avabempnon g He otdyo v Peitioon
MG MoWTNTAS OGOV vEPOD KOOMG Kol TNV
TaPOYN HEYOADTEPNG npodcPaong Kot
EVNUEPMOOTG GTOVG TOALTEC.

210%0G ™G VOUODETIKNG TPOTAONG 7OV
vioBémoe etvar n eEacpdiion and to Kpdn-
Mé£A TOV SIKOUMUOATOG GTO VEPD Y10 OAOVS TOVG
avOpdTOVG Kot £101KOTEPA YiaL TIS vaicOnTeg Ko
nepldmpromompuéve  opddes. Avtd  onuaivel
EUMPAKTMOG TNV LIOBETNON TPAKTIKOV OTMG TO
OTNOWO ©€ OMNUOGIONG YMPOLS  KATAAANAOL
eEomlopol y v mpdcsPacn o mOGIHO vEPO,
mv  évapén  EKGTPOATEIDV EVNUEPOONS TOV
TOMTMV CYETIKA HE TNV TOWOTNTA TOL VEPOD,
kabmg xor v evBdppuvon TV OPYOVIGUAOV
onuoclag  Oloiknong va  mapéyovv  elevBepn
npodcsPaon oe avtd.” H ocvveyng minpoeodpnon
TOV TOMTIMV MG 7POG TNV TOWTNTU TV
VTOOOUMV ~ VOPELONG OTNV  TEPLOYN  TOVG
amookonel emmpochitwg Ko otnv avEnon g
EUMIGTOCVVTG TOVG GTO vEPO NG Ppvone. Avto

* Bieler A., op. cit.: 300-326.

*® Fattori, T. The European Citizens’ Initiative on Water
and “Austeritarian” Post-Democracy 2013. (Avaxtronke
6.8.2019 otV d/von https://www.transform-
network.net/publications/yearbook/overview/article/journ
al-132013/the-european-citizens-initiative-on-water-and-

austeritarian-post-democracy).

* https://ec.europa.eu/commission/news/safer-drinking-
war-all-europeans-2018-feb-01_en.

“" Tbidem.
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pakpompdBeopa  Ba  €xst  kou ¢ e&loov
ONUOVTIKT] CUVETELD TNV UEIMOT KATOUVAAW®GONG
TAOCTIKOV UWTOVKAAMV TPOG OIKOVOIKO OQEAOG
TOV VOIKOKLPIOV KoOMDG Kot TV UEImoT Tov
ePPAALOVTIKOD KOGTOVG,.

Téhog tov Mdaptio tov 2019 10 Evpomaikd
2oppovio vroompiée v mpodtaon ¢ EE yu
AvaBedpnon g Odnyiog v 10 OGO vePO,
UE TOVG VEOLG KOVOVEC VO ETIKALPOTOLOVV TO.
KpLtnpia oot Tov e€acpaiilovtag 6Tt Kibe
Evponaioc  moAitmg 6o pmopei,  Ommg
vmoypdupice  yopaktnpotikd o loan Denes
Ymovpyog Yoatwv kot Aacwv g Povpaviag,
«omovdnmote Kl av Ppiocketon otnv Evponn vo
mivel 10 vepo g Ppvong ympic vo avnovyet yo
™V vYEia TOVY.

H EPSU a6 v mievpd g KaAwoopioe
11g mpotdoels s EE og éva Prpa mo xovid
OTNV KAVOTOINGT TOV JIKOLMUATOS GTO VEPO,
exppalovtag OUmMG £vIovous TPOoPANUATIGHOVS
YL TNV U1 EVOOUATMOOT TOV SIKOIMUOTOS GTNV
Evponaixn Nouo@sci(x.so O avtikTumog GTOGO
nov &lye N exkotparteio g EII kataypdonke o
dpopetikég xopeg g Evponaikng Evoong oe
TomKO, €0VIKO Kol TEPLPEPEIOKO EMIMESD L€
mowilec popeéc, ocvuPdiloviog Koatd Kdamolo
OTNV EPOPLOYN TOV OIKOLOUATOG GTO VEPH UE
évav  gupuTEPO  TPOTO  OM®G  mopovSLdleTal
TOPOKATE.

2mv ABovavia 1 emruyia g ekoTpateing
Right2water £ywve n a@opun yio va Tpoympnoet
N KvPépvnomn oty avabemdpnorn Tov VOUoL Yy
mv dwyeipton TV VOATOV Kot TNV TIHOAdYNoN
TOV VINPESLOV VEPOD, LE GUESN £papLoyn MO
and tov NoéuPpro tov 2014.> Ymv ZhoPevia 1o
2016, n xvBépvnon mpoéfn omv avabempnon
TOL ZVVTAYHOTOS TG Y. TV KabiEpmon g

“® |bidem.
49 https://www.consilium.europa.eu/en/press/press-
releases/2019/03/05/safe-and-clean-drinking-water-eu-
updates-quality-standards/ (AvaxtiOnke 15.8.2019).

https://www.epsu.org/article/new-study-demands-
commission-support-institutional-environment-human-
right-water (Avaxtifnke 15.8.2019).

5! Bieler A., op. cit.: 300-326.

ZL www.bioethics.gr
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npocPacnc o€ mOcWo vepd ¢ Pacikd
avOpomvo  dwcaimpa. 2 Ymv Iomovia tov
dePBpovdapro tov 2014, n palikny kvnromoinon
TOV TOMTOV EVAVIIOL GTNV 101OTIKOTOINGCT TV
vINpPESIOV VOpevons katéAnée otnv cvAioyn
11.000 vroypagpmv, evdd otnv IpAavdio yiradeg
moAlteg StapapTupnOnkay yoo v avénon TV
TILOV TOL VEPOL HE GUECT OAVIATOKPIOT TNG
Kvupépvnong.”

To 2014 n EMnvin IIpotoPoviia
Savegreekwater sE€ppaoe v avtifeon g oty
ov{nrodpuevn 101E 1010 TIKOTTOIN oM TV
EMYEPNOE®V  VOpeVoNG.  AEKIIKOVIOG  TO
dwoaimpo o€ KaBapo mPOGITO  vEPD
Swyelplopevo g dMMpocto ayado amd 1o KpATod,
01 HolIKES KIVITOTOWGELS TV TOAMTAV 031 yNGaV
tov Maw tov 2014 omv devépyswn drTvmov
onpoymeiopatog pe mocootd 98% va tdoceTon
KOTA NG WIOTIKOTOINOoNG NG EYA®.> Qg
amotédecpo  avtod, M Elnvikn  KvuPépvnon
Enowoe omoldNmoTE evépyeln mpowbovoe TNV
WIOTIKOTOINGN TOV  VANPECUDV  VEPOD  GTNV
Becoorovikn Ko 6TV Aeﬁva.ss

OgpeMddovs onpociog yo 0 HEAAOV TV
VANPECUDY VEPOL OMOTEAEGE KoL 1 He apid.
1906/2914 amoé@aon otabudg tov ZTE Katd to
OKEMTIKO TNG omoiog a) N petatponn g EYAAIIL
o€ 1W0wTIKN aviiPaivel to dpbpo 5 map. 5 kot To
apBpo 21 map. 3 Tov Xvvtdypatog wov opilel OTL
t0 Kpdrog pepyvd yio v vyesio 1oV TOATOV,
Ol0TL Ho. TETOWOL HETOTPOTY|] OV AELTOVPYEL UE
KOUPLO YVOUOVo TO KEPOOC kabiotd aféfoin
CUVEXEWL TNG TOPOYNS TPOCITAOV VINPECIOV
Kowng oeeieiag, ko B) mpénet vo Anebel v’

52

https://www.theguardian.com/environment/2016/nov/18/sl
ovenia-adds-water-to-constitution-as-fundamental-right-
for-all (Avoaxtibnke 8.8.2019).

% Bieler A., op. cit., 300-326.

> https://gr.euronews.com/2014/05/18/thessaloniki-atypo-
dimopsifisma-referendum-nero-eyath (Avaxtnonke
6.8.2019).

*  http://www.macropolis.gr/?i=portal.en.economy.1331
(Avaktidnke 20.7.2019).

NwoAoakadkou E.K. /BionSika 5(2) SentéuBptoc 2019



Original Article

OYN 0 LOVOTI®OALOKOG YOPOKTAPOS TNG ONUOGLOG
enyeipnong ﬁﬁpsucsng.%

7. A& roroynon g EINI

Onwg €ywve aviAnmtd amd TN ToPpOTdve
peaétn, m opdon g EIII dev katéAnée oe
KOTO10 £VVOUO OmOTEAEGHO OVTE EVOMUATOGE
pntd omv Evponaikn Nopobesia 1o avOpomivo
dkaimpo 6to vepd OTMC NTAV - Kol TOPAUEVEL -
TO OYVPO aiTNUHO TOV TOMTOV, dALaEE ®OTOGO
mv omuocle ovinon Y. TO VEPO OTNV
Evpdnn. H ovvelopopd tov avBpodromv ot
mAoicle  ovtov  Tov  dMUOGIOL  JLIAOYOL
eEedooetal 6”7 €va «UECO YApa&ng TOMTIKNG TO
omolo umopel vo eVIGYOGEL TNV EMPPOT| TOV
moAMTdV 610 Evponaikd moMtikd ornvikom.

IIpwv v 1dpvon g IpwtoPoviiog xot
v ekkivnon g exotpoteiog Right2water ot
TEPLOCOTEPOL TOAlTEG Oev glyav avTiAneOel e
o0 TPOTMO Eivol OPYAVOUEVES Ol VANPECIES
VEPOU GTNV YOPO TOVS KOl OgV yvoOpav Yo TO
dwkaiopa 6to vepd Kot v vytewn. H kapmdvia
aLTH £0MGE POVY GTO KIVILOTO VEPOD KOl GTOVG
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OUYKEKPIUEVO EMNPEACE ONUAVTIKG TNV dNUOCIO
atlévta, £€0eoe moMTiKA {NTNUOTO GE TOTIKO Ko
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EQOPUOYT €VOG OIKOUMUATOS OTO VveEPO He Mo
eupiTteEPN €vvolo. ZOUQOVA [E TNV Amoyn Tov
Evponaiov Awpecorlapnt «odcov apopd oto
OVLGLOOTIKG OMOTEAEGHATA TNG OOIKAGIOG TNG
EIIIl, to va vioBemoer m Emrpomn pw
vopobBetikn mpdtact dev Ba Empene va glvar 1O
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OUVOIVETIKEG  KOlU OGUUUETOYIKEG  Ol0OIKOGTES
UmopovV  vo.  ONUIOLPYNOOLY TG KOTOAANAES
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TOP®V G€ ENIMEGO KOWOTHTMV.

Onwg  emonudvOnke kol TOPATAVED
oouemve Kot pe 1o I'evikd Xyoho 15 g
Emutponng tov HE, ot kuPepvioeig opeihovy va
oéPovtal, vo TpooTatelovy Kol va AdpPdvovv
oMo ekelva tor KotdAAnAo pétpa mov  Oa
Bonbnoovv oty axdun KaAVTEPT 1KOVOTOiNnom
T0V dkoidpaTog oto vepd. Ola to keipeva
OEGEVTIKG KO U1, GLVIYOPOVV GTO OTL TO VEPO
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amoAapPavet OAN 1 avBpwmOTNTA 1GOTIHO KOl
yopic dtakpicelg Kot yio 1o Ad0yo avto Bo Tpémet,
KOTA TN YvOun pog, vo toyvpomoindel kot
datikd pe pnt KatoxOPwon amd Kabe Kpatog
OTNV ECAOTEPIKT TOL EVVOUN TAEN.

NwoAoakadkou E.K. /BionSika 5(2) SentéuBptoc 2019



BIOHOIKA

HAektpoviko Meprobiko tng EBvikric Emutpornric BlonBikiicg

Avaokonnon - Review




Avaokonnon

Advanced healthcare directives: an analysis of the ethical and legal related
issues, and a current comparison among EU Members states

Alessandro Vitale
Lawyer, Stagiaire, Hellenic National Bioethics Commission, Athens, Greece

< alessandrovitale88@gmail.com
Abstract

This paper deals with the never-enough-discussed topic of the end of life advanced decisions,
focusing on the instructional advanced directives and other kinds of advance healthcare planning (like the
appointment of a proxy), as forms of autonomy on own health and life — that is the right to self-determine
in advance about whether to submit or not to some medical treatments, even the life-saving ones, in case
of the future inability or unconsciousness at the moment they are required. This work aims to provide an
overview of the current state of the art of the subject matter, starting from the reconstruction of the route
that led to the achievement of such an important legal common framework as the informed consent
principle (implemented at a European level by the Oviedo Convention of 1997), to get to the analysis of
five EU Members States’ national regulations, comparing for the purpose the related similarities and
differences, the strengths and the weaknesses; that is the Acts of Belgium, France, Germany, Spain, until
the most recent at the moment, the Italian law on informed consent and advanced directives of the late
2017. The report highlights how there is not still a common view of the matter, particularly talking about
the legal bindingness of the advanced directives; and even where it is provided, margins of inefficiency or
ineffectiveness are more than a possibility, as many concrete cases continue to show, due to some gaps of
the system.

A lot of work still needs to be done at all levels, from the EU institutions to the national
Parliaments, from the Courts to the hospitals wards, to enhance and grant the advanced will of the most
weak among the patients, the unable ones to currently express their wishes; patients thatnevertheless, and
even more so, deserve their personal liberty and their dignity to be respected.

Keywords: Advanced healthcare directives, end of life, self-determination, living will, proxy.
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Mpoyevéotepeg 0dNyieg: avaAnon Twv NOKWV Kot VORLKWV {NTRUATWY, Kot
oUYKPLON TWV MPAKTIKWV gvBavaciog tTwv xwpwv t¢ Eupwnaikn¢ Evwong

Alessandro Vitale

Awnyopog, Stagiaire EBviki Emttpon BionOikrg, AGnva, EAAada

Iepiinyn

To Oépa g ovykekpyévng epyaciog eivor moAvouinTnuévo Kol a@opd TIG TPOYEVEGTEPEG
AmOPAGCELS Y10 TO TEAOG NG {ong, eoTialovtag 6Tig KaBodMNYNTIKES TPOYEVESTEPES 00NYiEG AALG Kot GTNV
TPOOTAOELD. TPOYPALUATIOHOD TPONYUEVOV VANPECSIOV VYelog, (Omwc yloo mopddetypo o Slopioprdc
VOULOV OVTUTPOCOTOV/IKAGTIKOD GUUTAPOUCTAT), MG EKOPOCT] TNS OVTOVOR{OG TOL aTOUOL Yo TNV
vyeia kot ™ Con* avtd amoppéel omd 10 SN TOV AVTOKAOOPIGHOL €K TPOOUiov, GYETIKA He TNV
emBopio kdmwolov vo vtoPANOel 1| Oyt o opropéveg WTPIKES Bepameieg, akoOUn Kot Kt av avTég umopet va
amofovv GMTNPLEC, VIO TNV TPOVTOOEGT TNG LEAAOVTIKNG avIKavOTNTAG 1) EAAEWYTG CLVEIONONG TN OTIYUN
ov Ba amautnBel. Ltdyog ™G mapovoos epyaciag elvar 1 TOPOYN UG ETGKOTNONG Yo TV TPEXOVGOL
KOTAGTOON TOL VIO ocvulntnomn 0&patog, £YOoviag ®g €PUATAPLO TNV OVOKOTOCKELT TNG TOPEiNG TOL
00N YyNGE GTNV EMITELET EVOC TETOLOV GNUOVTIKOD KOO VOLKOD TANIGIOV, OTT®MG 1 apy1 TG CLVOIVESNG
KatoOmY evnuépmong / g evipepng ovykatdbeong (mov gpapudotnke o Evponaikd eminedo amd
2Opupaon tov OPEdo 1o 1997), kabog eniong kot  avaivon g €Bvikng vopobesiog mévie Kpatov-
perdov g EE, cuykpivovtag Tig oxetikég opotdtnTeS Kot S1opopES, To TAEOVEKTILATO KO TIC AOVVOLUIES.
ITo ovykekpéva, ivar n vopobesio tov Bedyiov, ng IN'oriiag, g [N'eppaviag, g Ionaviag, émg g mo
TpdSEaTNG avTY| T oty vopoBesiog g Itaiiog ota t€An tov 2017, 660V apopd T GLVAIVEST KATOTLV
EVNUEPMOOTG KOl TIC TPOYEVESTEPES 00MYies. QoTdG0, 6TV epyacia emonuaiverol 0Tt dgv VILAPYEL KON
tomofétmon oe owtd to {TNUO, €W0KA OTav YIVETAL OVOQOPO OTI VOUIKY OEGUEVTIKOTNTO TV
TPOYEVEGTEPOV OONYUDV OKOUO KOl GTIG TEPUTTMOOELS OV TPOPAETETAL, TO. TEPODPLO OVETAPKELNG KO
OVOTOTEAEGUATIKOTNTAG €lvol TOAD mepiocotepa amd pio mbavomnta, Kabdg moAAEG 101aiTEPES
TEPMTOGELS EPQOVILOVTAL O10PKAOG eEATIOG TOV KEVAV GTO GUGTILLAL.

Etvon avaykaio va katafAndei peydin npoondbeia oe 6Aa ta enineda, and to Oecpikd dpyovo e
EE péypt ta eBvikd kowvoPovile, kabdg ki omd To SkaoTiplo PEXPL TA TUNUOTO/TTEPVYES TV
VOGOKOUEI®V (VOGOKOUELOKA TUNIATA), YO TV EVOOUATMOCN KOl TNV KOVOTOINGCT TOV TPOYEVEGTEPWOV
eMBLUOV aKOUO Kot TOV o adOVOU®V 0mtd TOVG 0GOEVEIS, AVTAOV TOV dEV UTOPOLV £ TOL TAPOVTOS VAL
eKQPAcOLV TIG emBupieg TOVG® TOV 0cHEVAOV OV, TAPA TOV GLVONKOV, OAAE Kot Kuping eEattiog avT®V,
dwooHvtal 10 oeBAGHO TNG TPOCWOMIKNG TOVS EAeVOepiag Kol TN a&lompémeld Tovg,.

AéEarc-khewond: Ilpoyevéotepeg oonyieg, téhog Cmmg, avtokabopiopds, dwbnkn (mng, mTAnpeEovolog,
VOULOG OVTITPOGMTOC.
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1. A necessary introduction

1.1 The achievement of the informed con-
sent principles

Even if informed consent principle, talking
about medical treatments, seems now to be
accepted and shared by the whole EU
community, there is still a great distance and a
variety of views and regulations on a closely
related issue: the Advance healthcare planning.

The informed consent finds its roots in
many national constitutions, in particular, as they
state the right to health and the one to personal
freedom. The first one, in fact, provides the right
to go for treatment, as well as the right to not to
do so, according to each person own will and
self-determination and, as a consequence, the
right of refusing any unwanted medical
treatment; the second one provides the bodily
integrity, and the right to self-determine in
general.

Although this could seem obvious today,
the informed consent principle and its protection
are a quite recent achievement: it was just in
1997, in fact, that the Convention on Human
Rights and Biomedicine (better known as Oviedo
Convention) made European countries acquire a
common legal background on the field, in the
sense of the patients’ autonomy enhancing.

For many decades before that, the doctor-
patient relationship had been unbalanced and
dominated by a sort of paternalism, according to
which the doctors had the full control over the
choices and the decisions involving medical
treatments, the patient being just submitted to his
will, as the absolute authority on health and on
life protection; in a sense, that was the case
regardless of the patient’s will and even in
conflict with it, when necessary.

This conflict was deeper and very
excruciating, when it regarded life-saving
medical treatments, as the artificial hydration or
nutrition, strictly necessary for the prosecution of
the patient’s life. According to the duty of care
(deontologically), and to the sanctity of life

(ideologically), and consequently to its
unavailability, the doctor’s will always
prevailed, and the patient’s one, possibly
addressed to refuse (or to give up) the

L www.bioethics.gr
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treatments, could legitimately be ignored
(medically as well as legally), convicting him to
a body-prison that, thanks to the technological
progress, could last for many suffering years —
artificially and indefinitely extending his dying
process, against his will.

It’s evident how a conflict like this
represented a crossroads of ethical, legal,
medical, scientific, religious, deontological and
philosophical issues, the fulcrum of which is
something as hard to define as the value of life:
whether life should be considered a value and a
(unavailable) sacred good, always decent in
itself, and always to be protected, whether
efficient or less, conscious or less, wanted or
less, and regardless of the subject’s wishes; or
instead, if the value of life, its dignity and at the
end its sense should be rather estimated by each
man, since life, which belongs to the whole
mankind, belongs at the same time (and maybe
first) to each one, personal and unique as it is.

Coming back from ethics to medicine, this
last view, if followed, was able to legitimate the
refusal of an unwanted medical treatment, even a
vital one, since own life is here seen as available.

The great debate about theseissuesthat
involved politicians, philosophers, lawyers and
the public opinion in general, was powered by
some heavy dramatic cases, widespread by
media: cases of people forced to some life-
saving perpetual medical treatment against their
will, people that preferred by far death to that
kind of living; in this sense, they claimed the
right to giving up the treatments, according to
their freedom, their autonomy and their self-
determination.*

! One of the most relevant cases known is that of
PiergiorgioWelby in Italy: he was totally paralyzed and
submitted to an artificial ventilator for more than nine
years, due to a degenerative disease. He finally found a
doctor who agreed to stop the treatment in 2006; the doctor
went to trial for consensual homicide, but it was later
cleared as he acted to fulfill a duty (Tribunale di Roma n.
2049/2007, in www.dirittoegiustizia.it)
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It progressively came to a subjectification of the
ill and his health, giving him back the right to
choose and self-determine, and redrawing the
doctor-patient  relationship as an alliance
(therapeutic alliance). According to this, the
doctor can submit the patient only to wished
treatments, after informing him about all the
treatments related issues; otherwise, he cannot
do anything but stopin front of a current, capable
and informed dissent, under penalty of acting
illegally. Even if it goes under the patient’s best
interest, or if it can lead to his death, the ill’s
wishes prevail, and he can always legitimately
refuse any medical treatments, or give up the
already submitted one: consequently, he must be
informed and he must express his consent to any
medical treatment before its submission.

The informed consent is then able to be
used as an instrument of self-governed
reappropriation, as well as a reaffirmationand
protection of personal dignity.

The consent had been yet linked to
dignityto protect the human body from some
forms of utilization and trialin  the
International Covenant on Civil and
Political Rights ~ adopted by  the United
Nations General Assembly in 1966; talking
about European Countries, a common framework
was stated by the Convention on Human Rights
and Biomedicine(mentioned above), stipulated in
1997: its important Article 5 provides that “An
intervention in the health field may only be
carried out after the person concerned has given
free and informed consent to it. This person shall
beforehand be given appropriate information as
to the purpose and nature of the intervention as
well as on its consequences and risks. The
person concerned may freely withdraw consent
at any time.”

Likewise, the Charter of Fundamental
Rights of the EU, which regulation is binding for
all the Countries as the Treaties one?, provides:
“In the fields of medicine and biology, the

2 As stated by the Treaty of Lisbon of 2007.
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following must be respected in particular: the
free and informed consent of the person
concerned, according to the procedures laid
down by law [...]".

As a consequence, the national Courts, as
well as the Medical Codes of ethics,
implemented and protected these principles.

But what happens when the patient is
unable to express his consent/dissent, due to his
current unconsciousness or inability?

1.2 Liberty/Dignity

The personal freedom and the availability
of own body are strictly related to the human
dignity; many rights have been achieved in the
name of these values, to affirm, to promote and
to protect the individual dignity and identity.

We can already find the dignity as a
principle of law just after the end of the WWII,
that is after a period in which dignity had been
abused and violated hard: the emphatic Preamble
of the Universal Declaration of Human Rights of
the United Nations (1948) significantly states
that “Whereas recognition of the inherent dignity
and of the equal and inalienable rights of all
members of the human family is the foundation
of freedom, justice and peace in the world.”

At the same time, the human dignity as a
fundamental value (and right) raised into the
national laws: for example, the Article 1 of the
German Constitution, as a Grundnorm of the
system, provides that “Human dignity shall be
inviolable. To respect and protect it shall be the
duty of all state authority.”

Moreover, these respect and protection are
highly enhanced in the European field, as we can
find it in the Oviedo Convention (1997), starting
from its full title “Convention for the Protection
of Human Rights and Dignity of the Human
Being with regard to the Application of Biology
and Medicine: Convention on Human Rights and
Biomedicine”,as well as in the Charter of
Fundamental Rights of European Union (2000),
and in the Article 2 of the Treaty of European
Union, according to which the human dignity is
the first among the founding values of the EU.

In the light of the above, human dignity has
become a key-word of the modern laws, in
particular of biolaws. But what is dignity?
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It’s important to frame it, since no
definition of dignity can be found in legal texts;
and the risk is that it could descend to a hollow
formula.

At first sight, dignity can play two
differentroles: if it can be generally related to the
mankind essence, being a column of its inherent
value, it can play, on one hand, in a personal and
subjective perspective, as a principle to affirm
freedom and to claim rights and autonomy (in
particular from the authorities); on the other
hand, it can be as a limit to these same values, in
the name of the dignity as universally and
objectively seen, that is the dignity of the whole
of mankind.’

In this dichotomy lies a potential conflict
between personal dignity, as a source of rights,
and human dignity, as a source of duties: each
person, in fact, is morally - and often even
legally — required not to cross with his acts the
borders which protect the dignity of the mankind
that as a human he must respect so; in a mutual
respect of the individual dignities, each person is
required to be balanced and in parallel with the
collective respect of the abstract and absolute
dignity (although able to update its boarders in
time) of the whole humanity.

Personal freedom, as expression of
personal dignity, can be limited in the name of a
higher interest: the protection of the human
dignity cannot be put at risk by the extremism of

% About the double-face of the principle of dignity,
Beyleveld — Brownsword, Human dignity in bioethics and
biolaw, Oxford, Oxford University Press, 2001. The
authors relate the two mentioned concepts of “dignity as
empowerment” (the subjective dignity, aimed at the
individual rights and liberties enhancing) and of “dignity
as constraint” (the objective dignity as a limit to self-
determination) to two different periods: the first one, to the
post-war  period of conventions and national
constitutionalisations; the second one, to the more recent
period of the “new bioethics”, also as an answer to the new
instances and issues raised by the technological progress.
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a single person, and neither by the amoral
technological and scientific development.”

The human dignity, then, represents a
threshold, un-crossable even by the free consent,
since this would involve an unavailable good:
the even consensual violation of own dignity
would be an indirect violation of the human
dignity that each person has inside him, as he
belongs to humanity, following the famous
Kantian approach according to which each man
is an expression of the whole mankindand the
humanity inside each man must be always
treated as an end, never as a means.

However, this compression of liberty leads
to a conflict that becomes bigger as we think that
the human dignity is a pre-positive concept,
determined by a third partyand that it’s
something that may be highly influenced, in its
concrete specification, by the dominant moral
common ground, which likely suffers from a
metaphysical view and a religious feeling that
can be shared more or less by the subject, but to
which he will be forced to submit, though.

A law who defends the individual from
himself, and warrants the respect of each one’s
nature by themselves, overcoming the personal
will, cannot justify this role but in the name of
insuperable duties that each person has to him or
herself. Moreover, it sometimes justifies the
duties, or the restriction, arguing about an
abstract party who could be offended by the
agent’s self-acts, the subject’s class, the
community, the humanity, as appropriate.

Dignity is like an impregnable fortress,
inherent to human beings in all of their degrees,
granted from the pre-natal status of embryos to
the after-death status of dead bodies.

But what about the end of life matters?

It is a field that is highly involved by the conflict
we are talking about, between personal dignity
and humankind dignity. Let us think of the

* Andorno warns against this threat in Human dignity and
human rights as a common ground for a global bioethics,
in Journal of Medicine and Philosophy 34, 2009.
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euthanasia for a moment: it is claimed by its
supporters as the right to a decent end, or as the
right to put an end to a life not decent anymore,
an expression of freedom and self-determination.
However, it is strongly opposed by the opponent,
who supports the unavailability of life, and of the
right to define it as decent or not, since in their
opinion it always is.

According to this last opinion, the self-
determination is heavily restricted, the freedom
is denied, the dignity is imposed, on the basis of
hetero-determined criteria and close ties between
ethics and law, being the paradigm of dignity
used without any references to objective,
concrete and positive parameters.

Personal dignity (that is related to the
liberty of choice and self-availability) and human
dignity, however, are not in a necessary
adversarial relationship, according to which the
one cannot but exclude the other one: dignity is a
universal value, and all of its form can be viewed
as the other side of the same coin.

In this sense, the Article 3 of the Charter of
Fundamental rights of EU provides and protect
the informed consent principle, that is an
expression of individual dignity as freedom-
enhancing, as long as “the prohibition on making
the human body and its parts as such a source of
financial gain”, as a limit to individual actions,
and as a protection of the human dignity.

Balancing these values is a delicate, but
necessary task. The respect to the moral and
personal autonomy and the one to the humankind
value can move in the same direction, as they
can also come into conflict. In this case the
public authorities must warrant the human
dignity, as the value that the first Article of the
Charter of Nice requires to “respect” and
“protect”.

2. Advance care planning

2.1 Ethical and legal issues; the framework at
the European level

If the informed consent principle is, by
now, a shared paradigm,heterogeneous solutions
are still given by the EU Countries to a related
issue: what to do if the patient is actually unable
to express his or her current free will about a
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medical treatment he must be submitted to,
because of his/her permanent or temporary
unconsciousness or inability.

In such cases, in fact, the potential conflict
between the doctors’ duty of care and the
patient’s right to self-determine (and to refuse
the unwanted cares) is at its highest, since the ill
cannot even make his choice, in the form of
informed consent or dissent.

As long as the required treatments are life-
saving, the conflict becomes crucial, especially
as we consider that nowadays the scientificand
technological development could artificially
prolong lifeand avoid the natural occurring of
death, for an indefinite time.

It should be strongly taken into account,
then, the possibility that a patient, if able to,
would rather die than live, for instance, in a
permanent vegetative state, submitted to an
artificial ventilator or to artificial nutrition and
hydration.

If the informed consent principle, as we
have seen above, enables the patient to refuse
any care, even a vital one, and oblige the
physician to respect his will, the lack of
consciousness or ability willmake his current
will unknowable, and the doctors consequently
usually follow the maxim “in dubio pro vita”:
that is, according to the duty to provide care
stated by their Code of ethics.

There is the chance, though, that the
patient had expressed his will in advance, in
some forms, properly planning the care he
wished or did not wish to submit to, in case of an
actual state of unconsciousness or inability: this
is what is called, in general, an advance care
plan.

The best known forms of advance
healthcare plan are the living will and the
durable power of attorney for healthcare, but the
category also includes other documents as: the
Do-not-resuscitate-order (DNR), the Do-not-
intubate-order (DNI), the Physician — or Medical
— orders for life-sustaining treatments (POLST
and the MOLST, mostly used in the USA).

An important distinction must be
underlined, though, to avoid easy confusions: if
all of these acts represent a form of advance care
planning, the living will (or some other specific
orders, like the DNR or the DNI) just falls under
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the subcategory of the advanced directives, as a
document that a person drafts to express his will
in advance to prevent to be forced to unwanted
cares — that is the wishes or the directives about
the medical treatment he could face being in a
state of inability. When this kind of acts is
drafted, an agent eventually appointed by the
subject will just control and supervise the respect
of the stated will, representing the patient before
the doctors and excluding any other people (like
the relatives) from getting involved in the matter;
but he will not have any actual right to decide by
himself.

By a durable power of attorney, instead, a
person appoints a proxy not just to represent him
or her, in the same hypothesis of lack of
consciousness, but in this case, even mandating
him to make medical decisions on his or her
behalf, as a full surrogate of himself, according
to the situation; obviously trying to decide as the
patient would have done if conscious, because of
his values and his convictions, is what the proxy
is supposed to know well.

The big issue that divides the European
Countries is to define which forms of ACP are
legally valid and, moreover, if they are binding
for the doctors, or can be legitimately ignored by
them (and in this case, when).

The difficulties about a regulation concern
at least two different, but related, problems: the
lack of a stringent common framework at the EU
level and the hard conflicts at the bottom of
some legal and ethical issues.

There is an undeniable, unbridgeable gap
between an informed consent and an advanced
healthcare plan (in particular focusing on the
instructional kind of plan, i.e. properly the
advanced directives).

While an informed consent to be valid,
must be (precisely) either informed, conscious,
concrete or mostly current, the advanced
directives are quite the opposite: abstract, (more
or less) general, uninformed and mostly, by their
definition, advanced.

To recognize a binding value to an
advanced healthcare plan means to act on the
basis of a presumption: the presumption is that,
meanwhile, the patient has not changed his mind
about the wishes he drafted (a long time before
getting sick, possibly in a totally different state
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of mind); moreover, and it is a sort of probatio
diabolica, we should presume that he wouldn’t
have changed his mind about the current and
specific medical treatments he needs, if he was
conscious and able to be informed, and he could
choose at the moment. For example, he might
choose  differently  because of  some
developments in the therapeutic field, unknown
when he drafted his will or simply because of a
stepped in will to fight the disease, instead of just
giving up; and certainly, it is not an invincible
presumption.

That could be really crucial, as long as we
think that respecting a living will could lead to
not artificially prolong the unconscious patient’s
life as stated by him (by chance) — that is letting
him die; on the contrary, ignoring his advanced
directives could represent a heavy violation of
his rights and of his self-determination.’
Moreover, the Law usually gives the
presumptions a probative value, not a decisive
one; the decisions are rather to be taken beyond
any reasonable doubt.

As anticipated, all of these conflicts have
not been solved at the EU level (and probably
they simply could not) by the though important
Convention on Human Rights and Biomedicine
of 1997, which chose a “minimalist approach”

> Some national legislations actually know some kinds of
advanced will, expressed “now for then”, for example talk-
ing about the organ donation; but none of them can deter-
mine a life-or-death choice.

® For example, probably because of the abstraction, vague-
ness and uncurrent time of the dissent, a medical staff in
Italy refused to respect the “No blood” card that an uncon-
scious patient (a Jehovah’s Witness) had with him, submit-
ting him to a blood transfusion that saved his life. When
they went on trial, the doctors argued that they could not
assume that the patient’s wishes could be clearly also re-
lated to a great and imminent danger for the life itself.
They won the trial (Cass., 15/9/08, n. 23676, in Nuovagiur.
civ. comm., 2009, I, p. 170), although (in confirmation of
the hard conflict in this field) the same Supreme Court had
stated in a previous judgment that “It must be excluded
that the right to self-determination of the patient may be
limited if it leads to the sacrifice of his life” (Cass. n.
21748/2007, in Foro it., 2007, |, 3025).
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because of “both substantive and practical
reasons, that is, for the need to respect the
cultural specificities of each country, and for the
impossibility of a deeper consensus”.’

That’s why the Article 9 of the
Convention, “Previously expressed wishes”,
does not set any common frame either about the
minimal formal requirements for the validity of
advance directives or about the legal effect of
advance directives; yet, it only provides that:
“The previously expressed wishes relating to a
medical intervention by a patient who is not, at
the time of the intervention, in a state to express
his or her wishes, shall be taken into account.”

In order to interpret this vague provision,
we must consider it as a compromise formula,
provided as a starting point, not an ending one,
for a regulation on this delicate field; at the same
time it marks the first recognition of the legal
value of advance directives in a European
binding document.

However, the expression “taken into
account” clearly leaves open the problem
whether the advanced directives should be
considered as just indicatory or mandatory, and
when they could be disregarded; thus, it leaves to
the national legislations the burden to
specifically regulate the issue, but it gives the
Countries (the ones which ratified the
Convention, of course) a common standard
ground, according to which, the advanced
directives shall at least be taken into account.

Although it must be noted how the Oviedo
Convention does not deal with the durable power
of attorney but just with the advanced
instructional directives as the living will, still it
represents an important achievement, since it
seems to provide that “doctors cannot act
arbitrarily and need good reasons to disregard

’ Andorno, Regulating advance directives at the Council of
European Negri, Self-Determination, Dignity and End-of-
Life Care. Regulating Advance Directives in International
and Comparative Perspective, Leiden-Boston,
MartinusNijhoff, 2011.
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the patient’s previously expressed wishes™, for
example: “when they have been expressed a long
time before the intervention, or when medical
technology has made significant progress since
the time when the advanced directive was signed
and it can be reasonably assumed that, in the
present circumstances, the will of the patient
would have been different”.’

The next document related to the field at a
European level was a soft-law instrument, the
Recommendation (2009) 11, that tried: to fill the
gaps of the Oviedo Convention, to go deeper in
the AD’s regulation and deal with the Power of
attorney.

According to the Principle 2.3, the
advanced directives are defined as “instructions
given or wishes made [...]”, being the two
different words used in reference to both legally
binding or merely advisory advanced
statements'® (still not solving the problem of
their legal force by itself, then); but the advance
directives which do not have binding effect
should, according to the Principle 15, be treated
as statements of wishes to be given “due
respect”, that seems to be something stronger
than just taking them into account, as provided
by the previous Article 9 of the Oviedo
Convention.*!

By the way, the recommendation goes a
step further by explicitly recognizing for the first
time the validity of a binding advance directive.

It also deals with the formal requirements
of the AD’s, providing that the States should
consider whether all or certain types of advance
directives should be made or recorded in writing
if intended to have binding effect (Principle
16.1). Moreover, according to the Principle 16.2
“If a directive is about health issues, it is
advisable that the adult receives guidance from a

8 Andorno, ibidem.

° Explanatory Report to the Convention on Human Rights
and Biomedicine, paragraph 62.

19 Explanatory Memorandum to Rec (2009) 11, paragraph
178.

' Andorno, ibidem.
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lawyer, a notary or a medical doctor in order to
ensure that the directive is clear and that the
adult is aware of the consequences of the
choice”?; that is something reaffirmed and
reinforced next by the Resolution 1859 (2012),
which provides, by its point 7.2, that “Advance
directives, living wills and/or continuing powers
of attorney should, in principle, be made in
writing and be fully taken into account when
properly validated and registered (ideally in
state registries)”.

In the next paragraphs of this paper, we
will make a comparison among the regulations,
in the field of the advance healthcare plan,
implemented by some EU Member States.

Avaokornnon

2.2 The States national

regulation

EU Member

Among the 28 EU Member States, the
most of them (17), but not all of them have
ratified the Oviedo Convention; the most of them
(18), but not all of them have a specific
legislation on the advance healthcare plan field,
whether they have ratified or not the Convention.
This gap leads to some different kinds and levels
of regulations, which reflect the different views
of the Countries on this matter.

The table below may help to frame the
current situation:

EU MEMBER STATE | CONVENTION RATIFIED | SPECIFIC LEGISLATION
Austria No Yes (2006)
Belgium No Yes (2002)
Bulgaria Yes (2003) No

Croatia Yes (2004) No

Cyprus Yes (2002) No

Czech Republic Yes (2001) Yes (2011)
Denmark Yes (1999) Yes (1998)
Estonia Yes (2002) Yes (2001)
Finland Yes (2010) Yes (2005)
France Yes (2012) Yes (2005)
Germany No Yes (2009)
Greece Yes (1999) No
Hungary Yes (2002) Yes (2009)
Ireland No Yes (2015)
Italy Signed but not ratified Yes (2017)
Latvia Yes (2010) Yes (2009)
Lithuania Yes (2003) No
Luxembourg Signed but not ratified Yes (2009)
Malta No No
Netherlands Signed but not ratified Yes (1994)
Poland Signed but not ratified No
Portugal Yes (2001) Yes (2012)
Romania Yes (2001) No
Slovakia Yes (1999) No
Slovenia Yes (1999) Yes (2007)
Spain Yes (2000) Yes (2002)
Sweden Signed but not ratified No

United Kingdom No Yes (2005)

12 Explanatory Memorandum to Rec (2009) 11, paragraph

183.
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As can be seen from the table, it seems that
the attention paid by the EU Member states is
progressively increasing, the great majority of
the relating laws having been implemented from
2005 onwards; this is a sign of the rise of the
advance healthcare plan as a current, hot topic,
although some States which have not regulated
the matter yet, have not even started to discuss
about that.

However, the Oviedo Convention (with its
Article 9 that is interpreted as self-executing, in
the sense that an internal law to actually
implement it is not required) has significantly
reduced the distances among all the ratifying
Countries: whether they have or have not
implemented a specific regulation about the
AD’s (recognizing them as legally binding),
these shall at least be taken into account, being
them legally valid, if not binding; this is the
result of the common ground provided by the
Convention and a minimum standard to respect.

In the Countries where ADs are provided
as legally binding, but they don’t accidentally
fulfill the legal requirements, we could say that
the more they fulfill the requirements of a
binding AD, the more they shall be taken into
account for the establishment of the patient’s
will.

Moreover, the Advanced Directives are not
forbidden in any EU Country, even in those who
have neither ratified the Convention nor
implemented an internal law.

Before ending this paper, we will compare
five legislations among those mentioned above,
as an example; specifically, these are the laws
implemented by Belgium, France, Germany,
Italy and Spain.

2.2.1 Belgium: Law on the rights of patients
(2002)

Belgium is one of the most advanced
European Countries in the field of the end-of-
life, since it is the one, just together with
Netherlands, Luxembourg and, outside from EU,
Switzerland, in which the active euthanasia is
legal (even for the minors, in the first two cited
states).

According to the law on the rights of
patients, the patients have the right to refuse or
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withdraw their consent for any intervention
(Article 8, 4°, 81 of the law on patient rights).

If the patient has made a written statement
refusing a specific medical intervention at the
time when he was still capable of asserting the
rights covered in the law, this refusal shall be
respected as long as the patient does not revoke
it in a period when he or she is competent to
exercise his or her rights (Article 8, 4°, §4).

Although the notion “advance directive” is
not used by the law, it clearly envisages this.
Positive advance directives (that is directives
lead to accept or allow a medical treatment) are
not covered by this law.

Advanced directives validity and bindingness

The law requires the refusal of a specific
medical intervention in order that the advance
directive has to be respected. Otherwise it must
just be taken into account.

In order to be legally binding, the advance
refusal has to be in a written form. That is the
only formal requirement.

To draft an advance directive, the person
must be able to assert the rights of the patient.
Neither an evaluation of the capacity at the
moment of drafting the advance directive nor an
obligation to be counseled by a physician is
provided for.

The law does not provide for a limitation
of the validity in time. In principle the advance
directive is valid irrespective of when it has been
written. However, as time passes, although the
law does not allow physicians explicitly not to
follow an advance directive when the
circumstances have been changed, in practice
this may be the case for older advance directives;
since it is possible that they currently exist some
medical alternatives for the specific medical
intervention refused in an advance directive,
unknown at the time of the draft.

At the request of the patient, the health
professionals add any documents supplied by the
patient to his medical records (Article 9, 1°, §2,
for instance a living will drafted by the patient).

There is not any official registration
system. It is up to the patient and/or his surrogate
to assure that the advance directive is known and
available to the treating physicians. In an
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emergency situation a physician will not often
have enough time to verify this and his duty to
provide assistance will take precedence (Article
8, 85).

Other kind of Advance healthcare plan
provided

The rights of adult patients who are not
currently conscious or able to exercise their
rights as a patient are possibly exercised by the
person previously designated by the patients to
act on their behalf when and for as long as they
are unable to exercise these rights themselves (as
a proxy).

This act must have the form of a specific
written mandate, and it must be dated and signed
by both the patient and the agent.

The mandate can be revoked by both parts
at any time (Article 14, 81).

2.2.2 France: Law on patients’ rights and end
of life (2005)

Advanced directives validity and bindingness

In France the Advanced directives, even if
they are provided, are not legally binding.

The Law 370/2005 on the rights of patients

and the end of life has created the legal basis for
advance directives by introducing section L
1111-11 in the Code of Public Health. It
provides:
“Every adult person may draft advance
directives in case he is no longer capable to
express his will. These advance directives
indicate the wishes of the person concerning the
conditions to limit or stop treatment at the end of
life. They may be revoked at any time. On the
condition that they have been made up three
years before the person became unconscious the
physician takes them into account before taking
a decision to diagnose, intervene or treat”.

Although the law attributes them a validity
of only three years, it should be noted that the
spirit of earlier wishes endures, in particular
when no new advance directives have been
written after three years.
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According to the decree 119/2006, advance
directives must be drafted in a written form, as
long as they are dated and signed.

There is no registration system for advance
directives, but they must be kept in the medical
file of the patient under his request.

Other kind of Advance healthcare plan
provided

Article L.1111-6 of the Code of Public

Health, about the possibility to design a
“personne de confiance”, provides:
“Any adult may designate a person of confidence
who can be a relative, a friend or a doctor, and
who will be consulted should the person
concerned be unable to express his wishes and to
receive information necessary for this purpose.
The designation is done in writing. It can be
revoked at any time. If it is the wish of the patient
the person of confidence accompanies him at
every step and is present at medical
appointments to help him reach decisions.”

To encourage people to appoint health care
proxies, the law demands that in the event of
hospitalization, the health care facility must
suggest that the patient appoints a person of
confidence for the duration of the hospital stay.
The patient is free to refuse or agree to choose a
healthcare proxy. The person of confidence does
not have the power to decide in the place of the
patient.

Moreover, by creating a ‘“mandat de
protection future”, the law 308/2007 reforming
the legal protection of adults introduced a
durable power of attorney in health care. This
mandate allows any competent person to
designate, in view of a time when he will no
longer be able to manage his own life alone, one
or several other people to act as his
representative(s) in all personal matters,
including health care. The written advance
directives, if drafted, do not prevent consulting
the proxy, but they prevail over the latter’s view.

The close relatives of an incompetent
patient have no legal right to represent him. In
the past the jurisprudence recognized their role
as “natural protectors” and required their
consent for a medical intervention but this
obligation seems now to be replaced by just an
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obligation to inform or consult them in certain
hypotheses.

Implementation and data’®

In 2012, a study of the consultations
conducted in relation to advance directives, also
taking into consideration ageing conditions and
death, showed that nearly 20% of interviewed
people aged over 75 expect their will to be
respected™®. They also insist on the paramount
importance of exercising their autonomous and
free choice concerning their end-of-life
decisions.

French physicians consider it difficult to
ask patients to draft their advance directives.
Another study, published in 2012, concluded that
only 2.5% of deceased patients had drafted their
advance directives.™

Such data are convergent with those
published by the preceding study showing that
83% of persons aged over 75 were not willing to
draft advance directives;'® 42% considered it
“too early”, 36% thought them “useless” and
22% refused to anticipate death or discuss it.
Over half of them preferred to talk about their
remaining life-time or about their life-quality
rather than anticipate on their conditions of
death.

Currently, advance directives are unheeded
in France, rarely suggested and generally uneasy
for patients to draft. When implemented,
physicians consider that they have been an
important element for 72% of their medical
decisions in end-of-life situations. That survey,

13 Based on LeDivenah, Bril, David, Advance Directives in
Palliative Care: The French Case, in
www.omicsonline.org.

¥ Fournier, Berthiau, Kempf, D’Haussy, Are advance
directives useful for doctors and what for, Presse Med,
2013.

1> Pennec, Monnier, Pontone, Aubry,Population and socie-
ties. Monthly newsletter of the National Institute of Demo-
graphic Studies, 2012.

' Fournier, Berthiau, Kempf, D’Haussy, ibidem.
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based on 5217 questionnaires supports the view
that advance directives genuinely help doctors
take decisions for end-of-life patients."’

2.2.3 Germany: Law on advance directives
(2009)

Advanced directives validity and bindingness

According to article 1901a of the German
Civil Code, an advance directive has to be
specific and related to a well determined medical
intervention, and this has important practical
consequences.

General formulations or guidelines for a
future, as well as not well-described medical
treatments cannot be considered as an advance
directive; but the vagueness of the concepts of
“generic” or “specific” formulations might lead
to hardly compress the right of the patients to
self-determine, since their directives could
potentially always be judged as not specific
enough.®

However, like verbal expressions of the

will, these general statements may have a certain
significance (they shall be taken into account, as
we have seen).
With regard to their binding force, neither the
patient nor his healthcare attorney can enforce a
medically non indicated intervention from the
treating physician, so a positive advance
directive has no binding force.

7 Pennec, Monnier, Pontone, Aubry, ibidem.

'8 For example, in a recent, much criticized, judgment of
2016 (XII ZB 61/16), the German Federal Court of Justice
(Bundesgerichtshof) held that the statement in a patient’s
living will: “I do not wish to receive life-prolonging treat-
ments” was not sufficient to legally bind a patient’s repre-
sentative to authorize removal of an artificial feeding
tube. The Court also separately found that an authorized
representative of a patient can only consent to or prohibit
medical interventions in life-threatening situations if the
written power of attorney sufficiently describes the
measures and states whether the representative is empow-
ered to consent to them or not.
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Avrticle 19014, section 3 GCC provides that
an advance directive is valid whatever the nature
and the stage of the disease the patient is
suffering from. This means that the validity of an
advance directive does not require a terminal
illness that will irreversibly cause the death of
the patient. Any restriction would violate the
right to physical integrity guaranteed by the
German Constitution, because it would force
incompetent patients to undergo medical
treatments against their will.

According to Article 1901a, section 1
GCC, a valid and binding advance directive has
to be drafted by an adult capable of giving
consent and exercising his rights as a patient. It
must be written and signed; there are not any
additional formal requirements.

The AD can be revoked at any time,
without formal requirements; they have no
expiry date.

The act has not provided a formal system
for the registration of advanced directives. The
doctors are not under a legal obligation to check
whether an incompetent patient has made up an
advance directive, and that might represent a
potential gap of the whole system.

Other kind of Advance healthcare plan
provided

There are no specific rules that govern
health care attorneys for incompetent patients.
The general rules of the GCC on representation
and mandate also apply to the healthcare proxy.

When an incompetent patient has not made
an advance directive or his advance directive
does not match his actual living and health
situation, the attorney has to ascertain his
presumed will. The agent should then decide
whether or not giving the consent to the
intervention proposed by the treating physician.
The presumed will of the incompetent patient
may be deduced from concrete indications, like
verbal or written declarations of the patient, his
ethical or religious convictions and other
personal value opinions.

Even though the notion of presumed will is
subjected to criticism, this has not prevented the
legislature from attributing binding force to the
presumed will of an incompetent patient. When
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there is a consensus between the attorney and the
treating physician regarding the presumed will of
the patient, it has to be respected and no
intervention of the guardianship court is
required.

The Act does not regulate the case of an
incompetent patient who has not made an
advance directive while it is also impossible to
construe his presumed will, although this is not
an exceptional situation. The Civil Senate of this
Court judged that the welfare of the patient
should be the decisive criterion; this means that
in cases of doubt, doctors have to give priority to
the life of the patient (in dubio pro vita principle,
mentioned above).

German legislation does not leave room for
informal representation by relatives of the
incompetent patient.

Implementation and data

More than 700,000 advance directives have been
registered on a voluntary basis in the central
advance directive register of the Federal
Chamber of notaries’®; however, 82.2% of the
people interviewed in 2009 declared not to
dispose of an advance directive.?

2.2.4 Italy: Law on informed consent and
advanced directives (2017)

Italy has implemented a specific regulation
of the matter after an almost fifteen years heated
public debate, and particularly after some
dramatic famous cases (as the one of
PiergiorgioWelby, Eluana Englaro and, recently,
DJ Fabo), which had made the end-of-life issues
popular, and urgent.

9 Dhien and Rebhan, Vorsorgevolmacht und
Patientenverfligung, NeueJuristischeWochenschrift, 2010,
p. 326.

% Beckman, Patientenverfiigung: Entscheidungswegenach
der gesetzlichenRegelung, MedizinRecht, 2009, p. 586.
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The law provides, inter alia, that artificial
nutrition and hydration (the most controversial
medical treatments, because of their life-saving
function) are treatments, and consequently they
can be legitimately refused by the patient
according to his or her will, with a legally
binding effect.

Advanced directives validity and bindingness

Article 4 of the law allows any person of
age, who is able to understand and will, to
express his or her advanced directives for the
case of future unconsciousness or inability to
self-determine about the wished or unwished
medical treatments; that is any medical
treatment, including AHN.

The ADs are legally binding when drafted
in writing, in the form of a public actor private
agreement bearing the patient's signature, which
must be certified by a notary; alternatively, they
may be expressed in an official public or private
agreement that is personally delivered by the
patient to the municipal registry office (to be
implemented, at the time of this paper). In the
case of particular physical impairment, ADs (as
prescribed for informed consent) can be
expressed through video recording or devices
that allow the patient to communicate. In the
same ways, ADs can be renewed, amended or
revoked at any time.

The law does not place any time limit on
the binding force of ADs, nor are particular
requirements requested during the patient's life,
like medical counseling or update of ADs.

The patient can appoint a trustee (of age,
and able to understand and will) to represent him
or her before the doctors (but the appointment is
not required to make the ADs valid, nor
binding).

According to Article 4.5, the advanced
directives are legally binding for the physicians,
but they can be disregarded in whole or in part
by the agreement of both doctor and trustee,
when they are “clearly incongruous or do not
correspond to the patient's true clinical picture”
(an expression which certainly is able to generate
some conflicts, because of the lack of more
specific indications) or when new therapies
become available, that could not be foreseen at
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the time of the signing of the advanced
directives.

If doctor and trustee disagree and cannot solve
the conflict, the decision will be up to the Court.

Other kind of Advance healthcare plan
provided

The law does not provide a durable power
of attorney. However, the patient can appoint a
trustee, as we have seen, to represent him and
supervise the respect of advanced directives by
the physicians.

The law does not apply to patients who
have not draft their living will; in their case, the
doctors will try to trace it back to their presumed
wishes, deduced by their personal ethical and
religious convictions, opinions and way of
living. In the (probable) lack or difficulty to
solve the issue, the doctors will fulfill the duty
care provided by their Code of ethics, still
applying the cited important, as well as
controversial, “In dubio pro vita” principle,
potentially able to compel someone to undefined,
unwanted cares that he is just not able to refuse.

2.2.4 Spain: Patients Rights Law (2002)

The protection of patient autonomy as a
right in Spain began with the Spanish
Constitution of 1978. This does not provide
neither a right to autonomy nor a general right of
liberty, nor a right to informed consent either.

Furthermore, the Spanish Constitution, like
almost every modern one, provides many rights
and liberties that are strictly related to their
condition as patients for sure: right to health,
right to life, freedom of conscience, and in
general the protection of human dignity and the
development of the personality.

The Law of 2002 particularly regulates the
patient autonomy, the rights and obligations
regarding clinical information and
documentation.

Nevertheless, besides the State regulation,
applicable on the entire Spanish territory, all
Autonomous Communities possess their own
regulation of advance directives (which even
preceded the national one), resulting in a huge
normative body which contains diverse
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institutions of advance care planning. That could
lead to a confused system; there are laws that
appropriately guide the clinical decision-making,
as well as imprecise, confused and also
contradictory laws. Moreover, the legal accuracy
and the terminology are varied: just as an
example, the ADs are named “Preliminary
instructions”, “Advance will”, “Advanced
statement of will”, “Preliminary will”, “Advance
expression of will” or “Advance living will”,
according to the different regional regulations.

These  differences of the legal
denominations are able to generate legal
uncertainty and insecurity. However, since the
variety of terminology does not imply conceptual
or semantic variety, the different denominations
must be understood as different ways to
formulate the same concept.

Advanced directives validity and bindingness

Article 11 of the Patients Rights Law

provides:
“For the advance directives document, a person
who is of age, competent and free states in
advance his or her will regarding healthcare and
treatments or, after his or her death, the
destination of his or her body or organs, with the
aim that his or her will will be complied when he
or she is no longer competent to express them
personallyl...]”.

Despite this provision, some regional legal
norms set exceptions to being a person of age,
and allow certain minors to issue advance
directive documents: a mature minor, an over 16
years old who has intellectual and emotional
competence to understand the purpose and
consequences of the intervention (Article 9.3.c)
Act 41/2002), and the under 16 years old minor
who is emancipated by his legal parents or by a
judicial decision (articles 314-321 Civil Code),
or the minor from the age of 14 when
emancipated through marriage (articles 46 and
48 Civil Code), as applicable.

The legal age and the capability apart, the
written form is another formal requirement; the
document must be drafted before a notary, or
before three witnesses (competent and of age), or
before the person in charge of the Registry of
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advance directives, according to the Autonomous
Community specific regulation.

Advanced directives are invalid if they are
incompatible with the legal order and the lex
artis; moreover, some Autonomous
Communities add two other questionable limits,
as the professional or medical ethics and the
conscientious objection. The latter, in particular,
makes no sense as a general limit, since it should
work as an objection to a specific, concrete
situation, not to an aprioristic one.

The law does not provide an expiry date,
but the ADs can be renewed, amended or
revoked at any time, in writing; but an old time,
not renewed draft could impact the effect of the
AD:s in some cases, for example if the healthcare
professional  discern a great lack of
correspondence between the advance directives
statement and the current situation.

National and Autonomous Communities’
Registries of advance directives were created to
ensure the efficacy of advance directives.
Registration is not a requirement of validity
although it influences the efficacy of advance
directives, as the registries are accessible by the
healthcare professional.

Just like the Italian recent law (cited
above) provides, Advance directives can include
the designation of a proxy to act as an
interlocutor with  healthcare professionals,
helping them to interpret patient’s wishes and
guaranteeing the respect of values and the
compliance of instructions included in the
advance directives document.

Other kind of Advance healthcare plan
provided

Almost  simultaneously to  advance
directives, self-guardianship (autotutela) was
introduced into the state legal system (article 223
Civil Code).

Although both the institutions act in the
sense of the enhancing of the individual’s
autonomy and self-determination regarding own
life and health, self-guardianship acts on a wider
personal area, not limited to health matters, and
also on the patrimonial area, banned from
advance directives. It allows some decisions of
the competent person to forecast future
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incapacitation and not mere incompetence,
which is the case of advance directives. Amongst
such decisions is the designation of a guardian,
whilst advance directives refer to the possible
designation of a proxy.

Another option of advance care planning is
preventive powers of attorney, whose aim is the
appointment of someone who voluntarily acts
when a person’s incompetence occurs or
WOrsens.

Moreover, the Life Support Preferences
Questionnaire (LSPQ) is a clinical tool provided
to improve communication between healthcare
professionals and patients (and, when
appropriate, their proxies) regarding life support
measures. The LSPQ aims to clarify a patient’s
preferences for the final stages of life,
overcoming the difficulty of reliably and
accurately documenting a patient’s wishes
regarding care and treatment during this period,
and improving the identification and
interpretation of his or her true will in the
clinical decision-making process.

Finally, when a patient is not capable of
taking decisions and if he lacks ADs as any legal
representation, the consent has to be granted by
people having ties to the patient by virtue of
family or de facto reasons (article 9.3, Patients
Rights Law).

Implementation and data

According to the National Register for
Advanced Decisions, the implementation of the
AD in Spain is very low, with a global incidence
of 452 per 1000 inhabitants, with
implementation increasing in parallel to age.

Data apart, “Generally speaking, most
professionals do not know if the patient for
whom they are responsible has an AD.
Moreover, some professionals, despite knowing,
would not observe it in the event of a life-
threatening emergency, hence the undeniable
need for greater training in this regard. The
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involvement of administrations, patients,
relatives and, above all, doctors is necessary in
order to improve the penetration of this type of

document within the group”. %

Conclusions

The advance care planning, particularly in
the form of the advanced directives, is an
essential tool to allow the people to self-
determine about the crucial end-of-life medical
decisions, and in a sense, it is anything but the
fair transposition of the fundamental informed
consent principle to the case of inability or
unconsciousness of the patient to express it at the
time.

Having some universal, or at least
European uniform legal standards is still an open
challenge at the moment, because of the lack of a
shared consensus among the countries; but
achieving a common efficient implementation of
the advanced directives is a desirable goal that
could possibly bridge the current great and
chaotic gap among the national regulations (even
still lacking somewhere, as we have seen) of the
validity, the  bindingness, the formal
requirements, the recording and the accessibility
of these documents.

Moreover, it is highly advisable that this
common path goes towards recognizing the
people the full fundamental right to self-
determine about their own health, and to see
their personal freedom and autonomy respected
by the doctors, as well as by the Courts at all
levels.

2l Manso, Aragones-Rodriguez, Gomez-Duran, Galceran,
The living will or advanced directives.Medicolegal
considerations and analysis of the status of
implementation in Spain, in www.elsevier.es
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