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NepiAnyn

O 0Opoc «avola» avadEPETAL O MO KALVIKA ELKOVOL KATA TNV omola UTIApXEL pla cofapn
EKTITWON SLadOpwWV YWWOTIKWVY AELTOUPYLWV Kal KABNUEPWVWVY SeELOTATWY 08NywvTag TEALKA
OTNV ANMWAELA TOUC, OTIOU TO TTAoXovTa atopa §gv pmopouv AEov va {(oouV pLo aveEapTnTn
{wn. Ta aita tng dvolag pmopel va elval mMowkida, OMwWE Kal n KANPOVOWLKOTNTA, TOU
KUMOVETOL QO TN MEVTEALKH) KANPOVOULKOTNTO TIOU TapaTtnpEital otn vooo Huntington €wg
Ta yovidla svaloBnoiag - onwg to APOE €4 otnv avola Alzheimer oung évapéng - mou
purmopouv va urtodei€ouv povo pla mbavotnta Kwwduvou, n onolo cUVOEETAL U LEYAAUTEPN
mubavotnta epudaviong tng vooou.

Xwpic amodedelypévo petpo mpoAnPng kat Beparmeiag, n TAoN TPOG TOV TPO-CUUMTWHOTIKO
ENeyxo €xeL MPoOKaAAEoeL €viovn nNOWKN Kol KOWwVIOAOYLKA Kpltikr. Ou mAnpodopieg
npoPAsPng umopel va dnuioupyrioouv cofapd nOWKA MPOoPAAUATA OE ATOMLKO eTtimedo
(buxoloyikn duodopia, €wg Kal autoktovia yla MPOANTTLkoUG Aoyoug), oto MAALoLo TNG
olkoyévelag (SIANpuato amokaAuPng HETALL WOLWTIKOTNTAG, TPOOTACLOG KOL OLKOYEVELAKWVY
euBuvwv), KaBwg Kal o€ KOWWVIKO eTtinmedo (oTypatiopog). Npolmobeon yla Tn YEVETIKN
g€étaon elval n ouykatdBeon HETA OO EVNUEPWON, N OMOLA CUVETIAYETOL OUTOVOWN
anodaon. Z0pdwva pe tn Bewpila twv Beauchamps kat Childress, n mpoimoBeon ya pa
outovoun mpaén eival a) n mpobeaon, B) n katavonon Kat y) va sivat pn eAeyXOUeVn amo
aA\oug. Asdopévou OtL 0 MPoaSloplopog Tou Kivduvou yla ta yovidia evaloBnoiag dev ival
€UKOAO va KatavonBel akoun Kat amd toug eldlkolC - emeldr) n avamtuén HoG vooou
EMNPEAleETaL amo €vav ouVOUOOUO YEVETIKWY Kal TEPLBOAAOVIIKWY TapaAyovIwyY, n
mbavotnta €aodpaiiong tng deutepng mpolmoBeong - tng Katavonong - ivat paAlov
XOUNAR. Adyw ™G oupPilwong TwV OTOMWY OE OLKOYEVELEG KoL AAANEG KOLWVWVIKEG OXEOELS,
KaOwGE KAl TOU YEYOVOTOC OTL O POYVWOTLKOG EAEYXOG ArOKAAUTITEL TTANpOodOPLeC OXL LOVO yLa
TO ATOMO, AAAA KOL Yyl TOUG CUYYeEVElG €€ aipatog, eivat SUokoAn n tpnon Tng Tpitng
npoUmoBeon g, Tou pn eAeyxopevou. H amodacn UTEP ) KATA LLOC YEVETIKNG e€ETaONC UIMOpEL
ETOUEVWG VA EMNPEATETAL TOOO Ao TO KABRKOV TPOG TOUC CUYYEVELG, OGO Kal oo To Kabrkov
TPOG TNV Kowwvia. AUTO OpwG emnpedlel Apeca To «Slkaiwpa Ayvoloc», To omolo sival
KOTOXUPWUEVO TOOO OTO EUPWTAIKO, 600 Kal 0To £€BVIKO SiKalo Kol UMOPEL va XOpaKTnpLoTeL
aro nBkng anoPnc wg opbr -og avtiBeon Pe TNV KOVTLOVI- TIPOOTITIKI) TOUAAXLOTOV, EPOCOV
Kaveilg AAAOG «va unv BAATTETOLY OO TNV TIPAEN TNG AYVOLAG - KATL TTOU Umopel va uttoteBel
OTNV TEPLMTWON TNC TMPOCUUMTWHATIKIC YEVETIKNG €€taong ywa tnv APOE €4 Aoyw tNng

afePfatotntag otnv mpoPAedn Tne.



Summary

The term "dementia" refers to a clinical picture in which there is severe impairment of several
cognitive functions that lead to the loss of mental functions and everyday skills, so that the
affected persons can no longer lead an independent life. The causes of dementia can be
manifold, as well as the heritability, ranging from Mendelian inheritance seen in Huntongton
Disease to susceptibility genes - like APOE €4 in late onset Alzheimer’s Dementia - that can
only indicate a risk probability, which is associated with a higher probability for the occurrence
of the disease.

Without proven preventive and treatment measure, the trend towards pre-symptomatic
prediction has evoked strong ethical and sociological criticism. Predictive information can
pose difficult ethical problems on individual level (psychological distress, up to pre-emptive
suicide), within familiy context (disclosure dilemmas between privacy, protection, and family
responsibilities), as well as on a societal level (stigmatization).

A prerequisite for genetic testing is an informed consent, which implies an autonomous
decision. According to theory of Beauchamps and Childress, the premise for an autonomous
action is intention, understandig and noncontrol. Since the risk determination for
susceptibility genes is not easy to understand even for experts — because the development of
a disease is influenced by a combination of genetic and environmental factors - the probability
of ensuring the second premise - understanding - is rather low. Due to the embeddedness of
individuals in families and other social alliances, as well as the fact that predictive testing
reveals information not only about the individual, but also about blood relatives, it is hardly
possible to comply with the third premise of noncontrol. The decision for or against a genetic
test can therefore be strongly influenced both by a duty to relatives and by a sense of duty to
society. This sense of duty in turn has a direct influence on the "right not to know", which is
anchored in European as well as in national law and can also be classified as correct from an
ethical point of view - contrary to the Kantian perspective - at least as long as no one else is
harmed by the uninformedness - which can be assumed in the case of the presymtomatic test

for APOE €4 due to its uncertainty in prediction.



Warum gabst du mir zu sehen,
Was ich doch nicht wenden Kann?“?

Friedrich Schiller, Kassandra
(1759-1805)

EuxapLotieg

Eva. peyaho «euxaplotw» odellw otnv emiBAémouvoca  kabnyntplad pou, tnhv Mapia
XwplavormouUAou, yla TV dtapk cupBoUAeuTIK KaBodrynon kal urmootiplén tne, kab oAo
10 SLaotnpa TNG ouyypadng TNG SUTAWMATLKAG Lou epyaciag. Oa nBela va euxapLloThow amnod
KapSLag toug ouvadEAdoug pou, TPpwTioTw e Tov Kabnynth KUplo Andreas Kruse, mpwnv HEAOC
NG NOWKAG ETMLTPOTING TNG MEpUAVIOG TTOU LE TTOPOKIVNOE Kal e EVOAPPUVE 0TV IPpayUdTwon
TOU £V AOYW PETATTUXLAKOU Kal Tov KaBnyntn kUplo Konrad Beyreuther, mou pou €dwoe tnv
anapaitntn eAevBepia otnv douleld. Mpwta am '0Aa, Ba nBeAa va suxaplotiow th Mdpa
Fkwoka, n omola pe Bonbnos pe AvelmwTn UTTOMOVH OTNV TTPOCAPUOYH TWV KELUEVWVY LLOU OF
Katavontd eAANVIKA, KaBwg Kal OAe¢ TG ¢IAeC pHOU TIOU YVWPLOO OTO TPONYOUUEVO
HeTamtuxLlako oto EAM mou pe t dlopkn toug evBappuveon pe BorBnoav va mpoxwprnow Kot
HE aUTO TO METAMTUXLOKO otnv BlonBukn. Elpatl moAl evuyvwpwy mou undpeca va yvwpiow
gava avBpwrmoug o auTO TO POYPAUHA OTIOUSWVY TIOU E oTRpLEav HEoA OO KABnUEPLVEG
ovtaAayeg, apolBaia evBappuvon oe KAmMwg mo SUokoAa Ofpata, ouVOpIAiEG Kal
ouINTACELG Kal hou €6eL§av Eava OTL akOpa Kot o€ €va SLadLKTuaKo Tpoypappa ortoudwy, N
apeon enadn Pe avOpwIoug mou EMSLWKOUV TTAPOUOLOUG OTOXOUG Kal eviladEpovta ival
aneipwg MoAUTIUN, euxaplotw Hpw!!! TEAOG, TO HEYLOTO EUXAPLOTW, EKGPATW OTNV OLKOYEVELA
HOU, ylaL TV UTIOMOVI, TNV otAplen Kal TV ouvexn evBappuvor Toug, kab'oAa autd ta
QIALTNTIKA Kal emimova TOAAEG GOpPEG €Tn, TIOU XPELAOTNKOV ylo TNV TEAECH TWV

HETATITUXLOKWY LOU OTIOUSWV.

1 «Marti pou £€8woeg va Sw
adou dev pmopw va anotpePw;»
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Kedpalaio 1
Elcaywyn

H avola - éva cUvSpopo ou Xapaktnplletol amo TV EMWSEIVWON TWV YVWOTIKWVY AELTOUPYLWY
EPa amod TG ouvnBEeLG CUVETELEG TNG BLOAOYLKAG yRpavong, EMNPeAleL tn Uvnun, tn okéyn,
TOV TIPOCAVATOALOUO, TNV KATAVONGHN, TOUG UTOAOYLOMOUC, TNV LKavoTnta uadnong, tn
YAwooa Kal thv Kpion, n omoia ouvBwcg ocuvodeletal amd aAllayég otn Swabeon, tov
ouvaloONUaTIKO €AeyXo, TN ouumeplpopd R T KivnTpa Kal TG SpacTnPlOTNTEG TNG
kaBnuepwnc Iwhc. Elval pla amd tig mo enidoPec aoBéveleg? kat n 7n kvplo attia
BvnodtnTtag TMaykoopiwg ME TAvw omd 55 ekatopplpla avBpwroug va TAoXouv
niaykoopiwe.? Etnoiwe kataypddovral oxedov 10 ekatopplpLlo VEEC TIEPUTTWOELS, AV KO
EKTLULATAL OTLTO 75% TWwV atOpwV e dvola (AMA) dgv Slaylyvwokovtal, TooooTto ou GTAVEL
€we Kol to 90% Of OPLOHEVEC XWPEC XOUNAoU Kat pecaiou eloodruatoc.* Xwpic
anoteAeopatikn Bepareia, n dvola Sev AmMoTeEAEL LOVO ULa ATEAr yia Tn dSnpoota uyeia, aAAG
KOl Pl TIPOKANGN Yyl TO cUCTNUA UYELOG KOL TOUG OLKOYEVELOKOUC PPOVTLOTEG, AOYW TWV
ONUOVTIKWY ETUMTWOEWY TNG OTn owpatikr kat Puxky katdotaocn tng uyeiog®, otnv

KOWVWVLKI aropovwon® Kkat otnv olkovouLkr katdotoon’ Twy tTeAeutaiwy.

2 perla Werner et al., “Fear About Alzheimer's Disease Among Israeli and German Laypersons, Persons with
Mild Neurocognitive Disorder and Their Relatives: A Qualitative Study,” International psychogeriatrics 33,

no. 10 (2021): 1019, https://doi.org/10.1017/s1041610220003397.

3 Alzheimer’s Disease International, “World Alzheimer Report 2021: Journey Through the Diagnosis of
Dementia,” 2021, 17, accessed July 16, 2022, https://www.alzint.org/u/World-Alzheimer-Report-2021.pdf.

4 Alzheimer’s Disease International, “World Alzheimer Report 2021: Journey through the diagnosis of
dementia,” 19.

5 Carlene S. S. Manzini and Francisco A. C. do Vale, “Emotional Disorders Evidenced by Family Caregivers of
Older People with Alzheimer's Disease,” Dementia & neuropsychologia 14, no. 1 (2020): 57,
https://doi.org/10.1590/1980-57642020dn14-010009.

6 Jennie Meyer, Joanne Mc Cullough, and Ingela Berggren, “A Phenomenological Study of Living with a Partner
Affected with Dementia,” British journal of community nursing 21, no. 1 (2016): 27,
https://doi.org/10.12968/bjcn.2016.21.1.24.

7 Rachel Flynn and Helen Mulcahy, “Early-Onset Dementia: The Impact on Family Care-Givers,” British journal of
community nursing 18, no. 12 (2013): 601, https://doi.org/10.12968/bjcn.2013.18.12.598.



Mapolo mou o €Aeyxo¢ poutivag Ba pmopoloe va odnynoel oe uPnAoTEPO TOOOOTO
Slayvwonc kat n €ykapn Oepameio pmopel va KaBUOTEPAOEL TN YVWOTIKA EKMTWON, TA
anoteAéopata KAmoleg Gopeg Umopel va eivat afEBatng KAWVIKAG onuoociag otny €ykaipn
Beparneia.® O e€eli€elc otn Stdyvwon TN dvolag odrjynoav o auEavopevo aplOpo PeAETWY
OXETIKA LE TNV aTtoSoxr TOU £yKalpou AEYXOU TNG avolac® o€ NALKLWUEVOUC EVAMKEC. Me Thv
Taxela avantuén otov Topéa TN BLOlaTPLKNC KoL TN YEVETIKAG, KAOe xpovo dlatiBevtal véol
Blodeikteg moOU €eTUTPEMOUV TNV €ykalpn Sldyvwon, Kabwg Kol TNV TPOCUMUMTWULATIKA
Sdlayvwon kat propet teAkd va eival oe B€on va mpoBAEYPouv tnv opeia tng vooou, av Kat
€Tl TOU Tapovtog, ol N&n efetaobévieg PLodelkteg dev AVTATIOKPIVOVTAL OTIG ATMOLTAOELG

KAWVLKA G ykupoTnTOoC. 10

ErutAéov, yevetikeg e€eTdoelg yia Sladopeg popdég avolag eivat mAgéov SLabBeatpeg, OMwG yLa
TNV vooo (f xopeia) Tou Huntington (HD)!%, tnv petwmnokpotadkr dvota (MKA)2, kaBwe kot

yla tnv vooo Alzheimer pe mpwwun évapén (NAME) A pe dYwn évapén (NAOE)3. Autég

8 Jacqueline S. Birks, Lee Y. Chong, and John Grimley Evans, “Rivastigmine for Alzheimer's Disease,” The
Cochrane database of systematic reviews 9 (2015): 8, https://doi.org/10.1002/14651858.CD001191.pub4.

°® Malaz Boustani et al., “P4—173: The PRISM—PC Questionnaire,” Alzheimer's & Dementia 2, 3S_Part_18 (2006),
https://doi.org/10.1016/].jalz.2006.05.1912; Malaz Boustani et al., “Who Refuses the Diagnostic Assessment
for Dementia in Primary Care?,” International journal of geriatric psychiatry 21, no. 6 (2006),
https://doi.org/10.1002/gps.1524; Malaz Boustani et al., “Measuring Primary Care Patients' Attitudes About
Dementia Screening,” International journal of geriatric psychiatry 23, no. 8 (2008),
https://doi.org/10.1002/gps.1983; Malaz A. Boustani et al., “Caregiver and Noncaregiver Attitudes Toward
Dementia Screening,” Journal of the American Geriatrics Society 59, no. 4 (2011),
https://doi.org/10.1111/j.1532-5415.2011.03327.x; James E. Galvin et al., “Psychosocial Determinants of
Intention to Screen for Alzheimer's Disease,” Alzheimer's & dementia the journal of the Alzheimer's Association
4, no. 5 (2008), accessed May 24, 2022, https://doi.org/10.1016/j.jalz.2007.09.005,
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC2608720/pdf/nihms70264.pdf; James E. Galvin et al.,
“Development of a Population-Based Questionnaire to Explore Psychosocial Determinants of Screening for
Memory Loss and Alzheimer Disease,” Alzheimer Disease & Associated Disorders 20, no. 3 (2006),
https://doi.org/10.1097/00002093-200607000-00010; Tracey Holsinger et al., “Acceptability of Dementia
Screening in Primary Care Patients,” International journal of geriatric psychiatry 26, no. 4 (2011),
https://doi.org/10.1002/gps.2536; Sarah R. Braun et al., “Acceptance of and Attitudes Towards Alzheimer's
Disease Screening in Elderly German Adults,” International psychogeriatrics 26, no. 3 (2014),
https://doi.org/10.1017/51041610213002044.

10 pja Erdmann and Martin Langanke, “The Ambivalence of Early Diagnosis - Returning Results in Current
Alzheimer Research,” Current Alzheimer research 15, no. 1 (2018): 29,
https://doi.org/10.2174/1567205014666170908101237.

11 Stephanie J. Bird, “Presymptomatic Testing for Huntington's Disease,” JAMA: The Journal of the American
Medical Association 253, no. 22 (1985): 3286, https://doi.org/10.1001/jama.1985.03350460086027.

2 caroline V. Greaves and Jonathan D. Rohrer, “An Update on Genetic Frontotemporal Dementia,” Journal of
neurology 266, no. 8 (2019): 2076, https://doi.org/10.1007/s00415-019-09363-4.

13).S. Roberts, Laura B. Dunn, and Gil D. Rabinovici, “Amyloid Imaging, Risk Disclosure and Alzheimer's Disease:
Ethical and Practical Issues,” Neurodegenerative disease management 3, no. 3 (2013): 222,
https://doi.org/10.2217/nmt.13.25.



XpNolomolouvTaL oAREPA KUPilwg yia Tnv emBeBaiwon tng diayvwong, kat wdlaitepa otnv
TMEPIMTWON TNG VOoOU Tou Huntington 0f OCUUMTWHATIKA ATOMA HE OETIKO OLKOYEVELAKO
LOTOPLKO, €MeLdn to yoviblo yla tnv HD €lval AUTOCWHLKO ETUKPATEG UE Tipodavws TARPN

StelodutikotnTats.

H unapyouoa BiBAloypadia £xeL TPOTEIVEL Pl OELPA TILOAVWV TIAPAYOVTWY TIOU UIMOPEL val
EMNPEACOUV TNV amodacn Twv avBpwnwy - OXL LOVo yla Eykatpn Stdyvwon, aAAd Kat - va
Slevepynoouv €va TIPOCUUMTWOTIKO YEVETIKO TEOT Avolag. Ot mapdyovteg meplapBavouy
TNV Urtapén pHéAouc TNG oWKoyEVELaC He dvotal, tnv dpovtida Kdmolou atoépou pe dvolats,
Vv embupia va oxedldoouv Kal va AdBouv anodAaceLg yLa TG avaykeg ppovtidag tng vyeiag
TOUC (OLKOYEVELAKOC TIPOYPAMUOTIONOC)Y, TNV  yeviky mpoBupia ylwa  TPOANTITIKA
ouvpuneptdopd?, tnv avtdapBavouevn aneli?, kat tov avanapaywytko npoypappatiopd?.
H kUpla €peuva €xel yivel oxetikd pe tnv HD, kaBwg n yevetikn e€€taon Sivel éva oadEg
QTOTEAECHA TIOU UTTOPEL vau €lval onUAVTIKO yla T ATtopa, Tu.X. 0tav B€Aouv va kAavouv
olkoyévela. H yevetikn g€€taon ywa tnv NAOE Swadépel Bepshiwdwg, kabwg pmopel va
PoodLloploTel povo €vag auvénuévog kivbuvog. OL dopeic Ttou avtiotolyou aAAnAdpopdou
€xouv peyalutepo kivbuvo va avamtuéouv NAOE, aAAd dev avamtuooouv amopaitnta tn
vOoo. Opolwg, atopo mou 8ev €xouv auTO To aMnAopopdo eivat duvatov emiong va
avantuéouv NAOE. Zto mAaiolo TnG emavanpoodloplopol yla Tov 0po tg vooou Alzheimer
(NA) wg ptag Bpadéwc e€eAlocopuevnc maboAoyLkng SLadilkaoiog He HOKPA QOUUMTWHATIKA

ddon, €xouv eloaxOei vEeg évvoleg OTWGE N «TTPOKAWVLKI» Kot n «TtpoSpouik» NA.2! Asv gival

14 Bird, “Presymptomatic Testing for Huntington's Disease,” 3286.

15R. C. Green et al., “Early Detection of Alzheimer's Disease: Methods, Markers and Misgivings,” Neurobiology
of aging 17, no. 4 (1996): S84, https://doi.org/10.1016/5S0197-4580(96)80334-4; Kate Sweeny et al., “Predictors
of Genetic Testing Decisions: A Systematic Review and Critique of the Literature,” Journal of genetic counseling
23, no. 3 (2014): 275, https://doi.org/10.1007/s10897-014-9712-9.

16 Elizabeth M. Wikler, Robert J. Blendon, and John M. Benson, “Would You Want to Know? Public Attitudes on
Early Diagnostic Testing for Alzheimer's Disease,” Alzheimer's research & therapy 5, no. 5 (2013): 51,
https://doi.org/10.1186/alzrt206.

7). S. Roberts, “Anticipating Response to Predictive Genetic Testing for Alzheimer's Disease: A Survey of First-
Degree Relatives,” The Gerontologist 40, no. 1 (2000): 43, https://doi.org/10.1093/geront/40.1.43.

18 Aamira J. Hug et al., “Genetic Testing in Dementia-a Medical Genetics Perspective,” International journal of
geriatric psychiatry 36, no. 8 (2021): 1166, https://doi.org/10.1002/gps.5535.

1% Roberts, “Anticipating response to predictive genetic testing for Alzheimer's disease: a survey of first-degree
relatives,” 50.

20 Clement T. Loy et al., “Genetics of Dementia,” The Lancet 383, no. 9919 (2014): 836,
https://doi.org/10.1016/50140-6736(13)60630-3.

21 Maartje H. N. Schermer and Edo Richard, “On the Reconceptualization of Alzheimer's Disease,” Bioethics 33,
no. 1(2019): 138, https://doi.org/10.1111/bioe.12516.



aKkOun ocadEG av OUTEG OL EVVOLEG TIPEMEL VoL KatavonBouv wg avedptnteg vOooL N wg
Kataotaon Kwduvou. MapoAa auTd, TO EpWTNHA TTOPAUEVEL av £lval NOBLKO va poodEpovtal
TIPOCUUIMTWHOTIKEG £EETAOELS, SnULOUPYWVTAC £TOL pla opdda «acBsvwy os avapov»??,
epooov n SLayvwoTLKn KoL TTPoyvVwoTIKN afla sivat aB£Baln Kat eV UTIAPXEL ATIOTEAECUATLKN

Beparmeutiki emAoyn.

AKOUQ, 0 YEVETIKOG €Aeyxog yia NAOE o€ MPOCUUMTWHATIKA dtopa Sgv poTeiveTal AOyw TNG
EMeWPnC KAWVIKAG xpnotpdtntag, aAAd HOVo yla SlayvwoTikoUg 1 EPEVVNTIKOUE oKoToUG2,
OL TPOCUUTITWHATIKEG €EETAOELG yLa Ta Yovidla evaloBnoiog eival moAUTAOKeG Kal TiBsTal to
epWTNUA av eivatl Suvatn n avutovoun anodaon UNEP N KATA tng e€€taong yla tov urtodrdo.
Mia autévoun anodoon amattel OxL HOVo cuyKataBeon UETA amd evnUEPWOT, OAAA KoL Vol
KATAVOEL TO ATOMO TL EXEL ETUAEEEL, TL ATIOTEAECATO VA AVOLEVEL KL TL AKPLBWE onuaivel va
€xeL avénpuévo kivbuvo avamtuéng NAOE. Ao tnv aAAn MAEUPA, £XEL KOVELC TNV UTIOXPEWON
Va KAVEL YEVETLKEG ECETAOELG, ELTE YLA TNV OLKOYEVELA TOU ELTE yLa EPEVVNTIKOUG oKOTOUG; H

UNTIwG urtapxel SIAnupa petafl autovopiag Kat kabrikovtog;

MapoAo TOU UTAPXOUV EPEUVEG OXETIKA ME TNV TPoBeon va Slevepyeitat o
TIPOOU UMTWHATIKOC EAeyxo¢ NAOE, amouotalouv EpEUVECG OXETIKA LLE TNV EMISPOON TOU POAOU
TNG YEVETIKAG YVWONG, TNG TILOTNG OTOV VIETEPULVIOUO, TNG YVWONG OXETIKA UE TNV AvOLa, TNG
OTAONC OMEVAVTL OTNV Avold, KABwE Kol TwV NOWKWV KPlOEWV OXETIKA UE TLC TEXVOAOYIEG TTOU

otnpllouV TIG YEVETIKEG EEETAOELS.

1.1 Zkomog tn¢ Napovooag MeAETnG

MapoAo Tou UTIAPXEL KATIOLOL EPEUVA OTOV TOUEN TOU TIPOCU UITTWHATLKOU YEVETIKOU EAEYXOU
yla tTnv acBévela, Alya elvol yvwoTta oXETIKA He Tov BaBud otov omoio umapyel embupia yo
TNV EKTEAECN €VOC TTPOCUUTITWHATIKOU eA€yxou yla yovidla evalwobnaoiag 6ocov adopd otnv

NAOE. MBavol mapdyovteg ou punopouv va naifouv kaboplotikd polo yla tnv emAoyn TG

22 Stefan Timmermans and Mara Buchbinder, “Patients-in-Waiting: Living Between Sickness and Health in the
Genomics Era,” Journal of health and social behavior 51, no. 4 (2010): 408,
https://doi.org/10.1177/0022146510386794.
2 Belinda Rahman et al., “To Know or Not to Know: An Update of the Literature on the Psychological and
Behavioral Impact of Genetic Testing for Alzheimer Disease Risk,” Genetic testing and molecular biomarkers 16,
no. 8 (2012): 935, https://doi.org/10.1089/gtmb.2011.0300.
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LATPLKAG aAUTAG TPAENG €lval To BETIKO OLKOYEVELOKO LOTOPLKO, OL YVWOELG KOl N otaon
QIEVAVTL OTNV Avola, oAAG KAl N yVwon ToU TL TPOYHOTIKA pag deixvel n e€€taon, dnAadn n
Baolkn KATAVONGN TNG YEVETIKNAG KOL TNG ETILYEVETLKAG, N YEVLKI OTACN ATEVOVTL OTLG YEVETIKEG

e€etaoelc KaBwe Kal n NOWKI oTACN AMEVAVTL OTLC YEVETLKEG TEXVOAOVYIEG.

Jtnv mopovoa Swatplpry, Ba oculntHnow MPWTIOTWE TIG YEVETIKEG SLOPOPEC HUETALL TwV
Stadopwv TUTIWV Avolag, mwg ta yovidia mpoPAedng dtadépouv amnd ta yovidia evatobnoiag,
YEYOVOCG Tou amoteAel ) Bdon yla TNV Katavonon Tou TL pmopouv va mpoPAEPouv ol
TIPOCU UMTWHATIKEC €EETAOEL O KAOe mepimtwon Kal Toleg TPoUMoOEoelc MpEMeL va
TIAnpouvTaL yla va AdBeL Eva ATopo autovoun anodaon. Nepattépw, oulntw TG NOKEG apxES
NG autovopliag, tng ayabomnpalioc, Tng «un BAABNG» KAl TNS SIKAloouVNG, OL OTIOLEG UImOpPOUV

va BonBrioouv otn AqYn pag anodaong Kota Tn oTaBULoN TNG TPOCWTTILKIAG KATAOTOONG.

H tpéxouoa pPeAETN €XEL WG OTOXO va SNULOUPYARCEL la BEWPNTLKN TIPOCEYYLON TIPOKELUEVOU
va QTOVTAOEL OTO €PWTNUA KATW OO TOLEC ouvOnkeg N mpoUmoBoelg (yvwon, otdon,
autovouia) ol avBpwrol eival oe Béon va amodacioouv UTIEP N KOTA TWV YEVETIKWY

e€eTAoEWV.



Kedpalaio 2

FeveTikn TNG AvoLloG

H avowa, oUpdwva pe tnv 10" avaBewpnon tng AlebBvoug Itatiotikng Taflvopnong
Noonuatwv kat Juvadwv MpoPAnuatwv Yyeiag (International Statistical Classification of
Disease and Related Health Problems, ICD-10), eival éva cUvSpopo mou odeiletal oe vOco
ToU gykedpaiou, cuvnBwWE XpovLaG N TPooSEUTIKAG dUONG, KATA TNV omola uTtapxeL Statapoxn
TOATMAWY avwTeEPWV GAOLWSWY AELTOUPYLWY, CUUTEPLAAUPBAVOUEVNG TNG MVAMUNG, TNG
okéPnNg, TOU TPOOCAVATOALOHOU, TNG KATAVONONG, TOU UTOAOYLOMOU, TNG HOONCLaKNC
tkavotntag, TG YAwooag Kol tng Kpiong. MNa tn Sldyvwon tng dvolag, Ta CUUMTWUOTA
oUpudwva pe to ICD mpémel va udlotavral ylo Touldxlotov €€l pnveg. OL atoBnoelg
(aoBnTApLa d6pyava, avtiAnyn) Asltoupyoulv €viog tou ouvrBoug yla To ATopo €UPOUC.
JuvnBwc, ol aAAYEC OTOV CUVOLOBNUATIKO EAEYXO, TNV KOWVWVLKN cupnepldopd i Ta Kivntpa
ETOVTAL TWV YVWOTIKWY Slatapaywv. Katd mepimtwon, oL Mopamavw OUUTEPLPOPLKES
Slatapayxeg epdavidovral vwpitepa péoa otn voco kat adopolv tnv NA, TIG ayYELOKEG
nabnoelg tou eykepalou aAAd Kal o GANEG KATAOTAOELG TIOU €MNPEAlOUV TTPWTIOTWE N
SEUTEPEUOVTWE TOUG VEUPWVEG KoL TOV eyKEPaA0?*. AOyw TNG £TEPOYEVELOG TNG KAWVIKAC
€LKOVOC KOl TNG TTOAUTTAOKOTNTOC TNG veupomaBoloylag TG vooou, n Talvouncon T avolag
nopapével apdleyouevn.®® Mool aocBeveic Sev éxouv ocadr KAWIKA ekova, oG
napouaotalouv aAAnloemikaAupn HeTtafl OSladopwv UTOTUTIWV Kol HEPKEC OPEG N

Sladoptkn Siayvwon ivatl paAov duoemiteuktn.?®

2 Deutsche Gesellschaft fiir Psychiatrie und Psychotherapie, Psychosomatik und Nervenheilkunde & Deutsche
Gesellschaft fur Neurologie, “S3-Leitlinie ,Demenzen”,” 2016, 16; (Langversion - Januar 2016)., accessed
02.05.22, https://www.awmf.org/uploads/tx_szleitlinien/038-013|_S3-Demenzen-2016-07.pdf.

5 Limor Raz, Janice Knoefel, and Kiran Bhaskar, “The Neuropathology and Cerebrovascular Mechanisms of
Dementia,” Journal of cerebral blood flow and metabolism official journal of the International Society of
Cerebral Blood Flow and Metabolism 36, no. 1 (2016): 172, https://doi.org/10.1038/jcbfm.2015.164.

26 Beata Ferencz and Lotte Gerritsen, “Genetics and Underlying Pathology of Dementia,” Neuropsychology
review 25, no. 1 (2015): 120, https://doi.org/10.1007/s11065-014-9276-3.



Fevikwg, oL yevetikol mapayovteg duvatt va cupBdlouv otnv dvola pe Vo Tpomoug (oxnua
1): mpokaAwvTtag avola AOyw evOg HOvo yovidiou (pevteAikn popdn), 0mou n PeTaAAaén evog
povo yovidiou eival cuvBikn amapaitnTn Kot EMAPKNG yLo TNV IPOKANGn tng vooou 1) amo Tig
ouvbuaopéveg emdpacslc MoAwV yovidiwy, ta omola cuxva emnpealovial €miong omo
TIOAAOUG TtEPLBAAAOVTIKOUG TIOPAYOVTEG, OMWG N dlatpodr, N AokNon Kal Ol TOPAYOVTEG
neplBarlovtikng €kBeong, n omoila TOTE OovopaAleTal «oUVOETN» 1) «TTOAUTIOPOYOVTLKA»

v000¢.%’

Movo yovidio (pevtedikn popodn) véocoug 20vOeTn vooog

AR RDMEXTE gREpDarry XETID@EITE
Fovidiakn pet@Alogn
"EeEeE 150 HoE ol BN

|

neptBariov

| |

VOGOUC Kivéuvog yia
v vOoou

Ixnua 1: MNaboyévela otn HevTeAIKN €vavtl TG cUVOETNG vOoOU
(adapted from Lay 2014: 829)

Ol meplocOTEPOL UTIOTUTIOL Avolag Sev MpoKaAouvTtal amo £va povo yovidlo, alAd sival
HAaAAoV To anotéAeopa tnS aAnAsnidpaong petall tou meptBAAAovTog Kat ToAwV yovidiwv.
‘Etot, n UTtaPEN OLKOYEVELAKOU LOTOPLKOU UE dvola eV onuaivel amopaitnTa OTL UTIAPXEL pLa
MEVTEAIKN) HOPPr] AVOLOC OTNV OLKOYEVELA: N TIPOEAEUON TNG VOOOU UTOPEL val PNV €ivat

YEVETIKN €MELSK] OL OLKOYEVELEC poLpalovtal emiong mepBaroOVTIKEG eMbpaoeLc.?®

Ta mo ocuvnBlwopéva cuvdpopa dvolag ota omoia uropel va Bpebel KAWVIKA onpavTiki
VEVETIKN attia eival n vooog Alzheimer (NA), n petwmnokpotadikr) davota (MKA) kat n vooog
Huntington (HD). H HD &ival pla auTOCWHLKN ETUKPATOUCO HLOVOYEVETIKI) VOOOG e oSOV

100% Slewcdutikotnta, n NAME sival e(te HOVOYEVETIK £(TE TTOAUYEVETIKN], UE CUMPBOAN amod

27 Loy et al., “Genetics of dementia,” 828.
28 Lyla M. Hernandez and Dan G. Blazer, Genes, Behavior, and the Social Environment: Moving Beyond the
Nature/nurture Debate (Washington, DC: National Academies Press, 2006), 39.



TOAATIAEC YEVETIKEG TapaAdayEG og OAo To yovidiwpa, n NAOE eival kuplwg moAuyeVveTIKA i
KaBodnyeitol amo YeVETIKEC TOPAANAYEG TTOPAYOVIWV KLVSUVOU EKTOC amo meplBallovTikoUg
TIPAYOVTEG Kat TpdTou Lwrc?°, evw n MKA umnopei va ipokaleitat amnd noAuvdplOpa yovidia
LLE QTTOTEAEOUA TNV ETEPOYEVH KAWVIKH KOV Kat TtaBoloyial. Av Kot T VONTIKG 1] CWHLOTKA
OUUTITWHOTO QUTWV TWV TPLWV Hopdwv avolag SladpEPouV CNUAVTLIKA, apyd 1 ypriyopa OAEG
odnyouv og Lloxupn e€aptnon amno Toug yupw, N omola TeAlKa odnyel o TTANPN aMWAELD TwWV

kaBnuepwwv dpactnplotitwy (oxAua 2).

Noéoog Alzheimer

efopTnuévo
Avoia ou oxetiletal pe to
~ eykedalikd emelcdblo

— Xopeia
Huntington

L

avefdptnto Avola tou Lewy Body

SlavonTiko CWUOTLKO

IxAna 2: TUTtoL Gvolag avaAoyKa HE TV £EAPTNON OE VONTIKA KOl CWUATIKE TouG §acBévion

Ta KAnpovoulkd yovidia pmopouv va avixveuBolv amd Tn yovIUomoinon Kal META, EVW N
naBoAoylkn poodocg pmnopet va aviyveuBei pe Blodeikteg €wg kat 34 xpovia PV amo TtV
EUPAVLON TWV TPWTWV KAVIKWV CUMITTWUATWV.3! Q¢ ek TouTou, eivatl Suvatr n mpoPAedn tng
EUPAVIONC TNG VOOOU (TMTPOYVWOTIKO Yyovidlo) 1} 0 UTIOAOYLOHOG €VOG emumedou Kvduvou

(yovibio evaloBnoiag) pe MPO-CUUMTWHATIKO YEVETIKO EAEYXO ATIO TN YOVILOTIOINON KAl LETA.

2 Huq et al., “Genetic testing in dementia-A medical genetics perspective,” 1160.

30 )il S. Goldman, “Predictive Genetic Counseling for Neurodegenerative Diseases: Past, Present, and Future,”
Cold Spring Harbor perspectives in medicine 10, no. 7 (2020): 9, accessed June 27, 2022,
https://doi.org/10.1101/cshperspect.a036525,
http://perspectivesinmedicine.cshlp.org/content/early/2019/09/23/cshperspect.a036525.full.pdf.

31 Laurent Younes et al., “Identifying Changepoints in Biomarkers During the Preclinical Phase of Alzheimer's
Disease,” Frontiers in aging neuroscience 11, no. 74 (2019): 8, https://doi.org/10.3389/fnagi.2019.00074.



AOyw twv SLadopeTikwv NOKWV TIPOKANCEWVY TIOU €YEipovTal amo TNV Tolkilopopdia Twv
TMPOPBAEPEWV TIOU UTTOPOUV VAl YiVOUV amto ML YEVETIKA €€€Taon AOYw TwV TTOAUTTAOKWVY
HNXOVIORWYV TwV acBevelwy, elval xpnotuo va e§nynBel n yeveTikn autwy Twv SLadopeTIKWY
popdwv avolag, av kot n dStatptfn Ba enikevipwOel otnv NAOE Kol 0TOV MTPOCUUTITWHATIKO
€\eyxo yla to APOE €4 Adyw tnG ocuvadelag kat Tng afeBatdtntog oXETIKA pe To 0deAOG amod

TN yvwon tng umapéng APOE €4.

2.1 H Nooog Xopeia Huntington

H npwtn meplypadr tng HD amnod tov George Huntington to 1872, n omola otn cuvéxela £dpepe
10 GVvopd Tou, eival pia amo TI¢ To aLooNUEIWTEG 0TNV LoTopia TNG LATPLIKAG.3? ZUYKEVTPWOE
TA TEPLOOOTEPA ATO TA KAWLIKA XOPOKTNPLOTIKA TIOU avOoyVWPL{OUPE KOl CAUEPA WG
OAANAEVOETA KL ONUOVTIKA: TOV KANPOVOULKO XOPAKTHPA TNG VOOOU, TNV e€€xouaa KIVNTIKN
Sdlatapayn, TLG YPUXLATPLKEG KAL YVWOTIKEG TITUXEG, TNV Evapén ouvnBwg otnv eviAAwkn {wn Kot
v paydaio mpoodeutik ¢uon NG Topesiag tnG. OnMwg koL otnv emoxn tou George

Huntington, 8gv urtdpxet akoun Bepaneia yla tnv voco.33

H HD elval pla auTOOWULKN EMKpOTOUCA VEUPOEKPUALOTIKY Slatapayn, mou adopd Tt
Baowka yayyAla kol tov eykedaAlkd ¢Aold, n ormoia xopaktnplletal amd Mo HaKpA
npodpouky mepiodo.3* Av kat umdpyet peydAn Swaklpavon otnv nlwkio évapéng, ta
CUMITWHATA ouxvd ekdnAwvovtal yupw ota 40 £tn.3> H emuBiwon and tnv évapén, €wg Tov
Bdvarto eival tepimou 15-20 €tn, kot 0 acBevi¢ neBaivet amd ta emakdAouBa tng vooou.36 Ta
madLa twv popewv tou yovidiou HD €xouv 50% mibavotnta va kAnpovouriocouv to yovidio.
AOyw TG AN PouC SleloSuTtikOTNTAC, O0O0L KAnpovoproouv to yovidlo kat dev mebavouv amo

dM\a aitia pv and tnv évapén, avantiooouy TeAKd tn vooo.3’

32 peter S. Harper, “Huntington’s Disease: A Historical Background,” in Bates; Harper; Jones, Huntington’s
Disease, Third Edition (Oxford Monographs on Medical Genetics, 45), 3.

33 Berry Kremer, “Clinical Neurology of Huntington’s Disease: Diversity in Unity, Unity in Diversity,” in Bates;
Harper; Jones, Huntington’s Disease, Third Edition (Oxford Monographs on Medical Genetics, 45), 28.

34 Maria U. Larsson et al., “Depression and Suicidal Ideation After Predictive Testing for Huntington's Disease: A
Two-Year Follow-up Study,” Journal of genetic counseling 15, no. 5 (2006): 361,
https://doi.org/10.1007/s10897-006-9027-6.

3% Richard H. Myers, “Huntington's Disease Genetics,” NeuroRx the journal of the American Society for
Experimental NeuroTherapeutics 1, no. 2 (2004): 255, https://doi.org/10.1602/neurorx.1.2.255.

36 Kremer, “Clinical neurology of Huntington’s disease,” 39-40.

37 Myers, “Huntington's disease genetics,” 255.



To yovidio HD xaptoypadrdnke oto xpwpdowpa 4 to 1983.28 Mepattépw avadAuon eviomnios
€va peyalo yovidio, to IT15, mou ekteivetal og ~210 kb, to omoio kwdikomolel pa mpwteivn
~348 kDa mou &¢ev eixe neplypadel mponyoupuévwe. To mAaiolo avayvwong tou IT15 nepléxet
ptat moAupopdkry (CAG)n tpwvoukAsoTSIK emavainyn pe touAdxiwotov 17 aAAnAopopda
otov ¢puaoloAoylkd MANBuouo, mou motkiAlouv amnod 11-34 avtiypada CAG. Ita XpwHOCWHATA
TN¢ HD, TO UNKOC TNG TPLVOUKAEOTIOLKAG EMAVAANYP NG AUEAVETOL CNUAVTLKA, O €va eUPOC OO
42 £¢wg mavw amno 66 avtiypada, Kol mapouctdlel pa mpodav cUoXETION HE TNV NAkia

gUPAVIONG, UE TA LEYAAUTEPO TUAOTA VA AVIXVEUOVTAL O VEQVIKEG TtepuTtwoelg HD.3°

H mapatipnon twv nmpoyeveéotepwyY NAKLWY €vapéng otav to yovibio HD kAnpovopeital ano
naBovteg yevvntopeg odelletal otn PElWTIKA aotdbela tng emavainyng HD katd tnv
natplki petadoon. Av Kol N LELWTLKA aoTABela pmopel va epudavioTel TO00 otn UNTPLKA 000
KOL OTNV TTOTPLKA LETAS00N, UTIAPXEL L0 TAON TPOC LEYAAUTEPN EMEKTAON TNG EMAVAANYNC

oTnV natpikr petddoon.°

2.2 H Metwnokpotadiki Avola

Ta petwmokpotadLkd cUOXETI{OUEVA KALVIKA cUvEpoua meplypadnkav yla mpwtn ¢opd anod
tov Arnold Pick to 1892.# H MKA eivat n 8sUtepn o ouxvl popdr dvolag oe ATopa KATW
Twv 65 eTwv Kat mephapBavel dStatapaxn TnG cUUMEPLPOPAG, TNG TPOCWTILKOTNTAG KAl TOU
nipodopkol Adyou oto TAaiolo ekpUAONG TwV HETWTIOiWY Kay/fy KpoTadikwv AoBwv.*?
Fevikwg avayvwpilovtal tpia KUpLa KAWVLKA cuvdpopa thg MKA, pe Bdon tnv KAWLKN TOUG
glkOva: pla cupmepidpoptkn) moapariayn tng MKA (odMKA) otnv omola n emibeivwon tng

KOLVWVLKNG AELTOUPYLKOTNTAG KOL TNG TPOCWTIKOTNTAG €lval 1o gpdavig, kat SU0 YAWOOLKEG

38 James F. Gusella et al., “A Polymorphic DNA Marker Genetically Linked to Huntington’s Disease,” Nature 306
(1983): 236, accessed July 26, 2022, https://www.nature.com/articles/306234a0.pdf.
3% Marcy E. MacDonald et al., “A Novel Gene Containing a Trinucleotide Repeat That Is Expanded and Unstable
on Huntington's Disease Chromosomes,” Cell 72, no. 6 (1993): 972, https://doi.org/10.1016/0092-
8674(93)90585-E.
40 Myers, “Huntington's disease genetics,” 257.
4 Daniel K. Y. Chan et al., “Frontotemporal Dementia - Features, Diagnosis and Management: Aust Fam
Physician. 2011 Dec;40(12):968-72.” Aust Fam Physician 40, no. 12 (2011): 969, accessed July 30, 2022,
https://www.racgp.org.au/download/documents/AFP/2011/December/201112chan.pdf.
42 Hug et al., “Genetic testing in dementia-A medical genetics perspective,” 1161.
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pHopdEg, mou taglvopolvtal wg npwtonadng npoodeutiky adaocia (MMA), otnv omoia n

UTIOUAN pElwon TwV YAWOOIKWVY SEELOTATWY £ival TO KUPLO XAPOKTNPLOTLKO.*3

KaBéva amo autd ta ouvdpopa €xel SLAKPLTA KALWVIKA CUMMTWHOTO, OTEKOVIOTIKA Kol
TIABOAOYIKA XOPAKTNPLOTIKA, AV KAL OTNV KALWVIKA TIPOKTLKA UTIAPXEL ONUOVTLKA ETEPOYEVELA
Kat oAAnAoerukaAuyn, Wiwg kabBwe n vooocg efelioostal. OeTIKO OLKOYEVELAKO LOTOPLKO
(nevteAko) mapatnpsital oto ~10-30% twv NMEPUTTWOEWV*, evw To uTtOAoUTo 60-70% Twv
TIEPUTTWOEWY, GTOMA HE VOOO aMA Xwpl¢ 0adEC OLKOYEVELOKO LOTOPLKO Kal/fj YEVETIKA
atttohoyia, katnyoplomolovvtal wg oropadikéc (cMKA).4> Av kat n MKA sival pia iSaitepa
kKAnpovoulkn Siatapayn, 6ev €ival oUTE auLywG YEVETIKY, OMwe n HD, oUute o KUpiwg

omnopadikf katdotaon, Onwc n NA% (oxfua 3).

onopadikn YEVETIKA
Tau TDP-43 fus Tau  TDP-43 52
= 2 & Sia B
CBD psp Picks © A B c 2 £ MarT C9orf72 GRN @ £3 3
(L] 5 o o E

Ixnua 3: To tomio Twv datapayxwv tov pacpatog tng FTD
(npoocappocpévo anod Greaves, Rohrer 2019: 2076)

43 M. L. Gorno-Tempini et al., “Classification of Primary Progressive Aphasia and Its Variants,” Neurology 76,
no. 11 (2011): 1006, https://doi.org/10.1212/wnl.0b013e31821103e6; Ahmed M. Rebekah, John R. Hodges,
and Olivier Piguet, “Behavioural Variant Frontotemporal Dementia: Recent Advances in the Diagnosis and
Understanding of the Disorder,” Advances in experimental medicine and biology 1281 (2021): 1,
https://doi.org/10.1007/978-3-030-51140-1_1.
4 Kieren Po et al., “Heritability in Frontotemporal Dementia: More Missing Pieces?,” Journal of neurology 261,
no. 11 (2014): 2170, https://doi.org/10.1007/s00415-014-7474-9; Claudia Manzoni and Raffaele Ferrari,
“Mendelian and Sporadic FTD: Disease Risk and Avenues from Genetics to Disease Pathways Through in Silico
Modelling,” Advances in experimental medicine and biology 1281 (2021): 284, https://doi.org/10.1007/978-3-
030-51140-1_17.
4> Raffaele Ferrari, Claudia Manzoni, and John Hardy, “Genetics and Molecular Mechanisms of Frontotemporal
Lobar Degeneration: An Update and Future Avenues,” Neurobiology of aging 78 (2019): 99,
https://doi.org/10.1016/j.neurobiolaging.2019.02.006.
46 Greaves and Rohrer, “An update on genetic frontotemporal dementia,” 2076.
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Tpia yovidia cuvbéovtal €viova PE TNV QUTOOWULKNA emikpatovca MKA: MAPT, GRN kat
C90rf72 kat euBuvovtal yLa mePLocdTePO armod to 80% tnc owkoyevolc MKA.#” H nAwia évapénc
elval efalpetika petaPAnt oe kabe popdn MKA, pe evdoolkoyevelakr HeTABANTOTNTA
TOUAQXLOTOV LG SEKAETIOC OE OPLOMEVEC OLKOVEVELEC™® pe Stdpeon nAwkio évapéng mou

avadépetal petaf 57 kat 59 etwv (eUpog 33-80 £tn).*°

2.3 H Nooocg Alzheimer

To 1906, o Alois Alzheimer mepléypade yia mpwin ¢opd Vv «18LOpopdn vOoo Tou
eykepaAlkol ¢Aolou». Eixe Ppel MPpwIEIVIKEG evamoBETeL;, TG AeyOpEVEG TIAAKEG, OTOV
eykédalo evog vekpol aoBevolg. H mio yvwot aoBevig tou, n Auguste Deter Atav
afloonpeilwta cuykeXUpEVN Kal Eexvouoe TOAU Tiplv amd tov Bdvatd tng. «Exw yaoel tov
gaUTO pou»Y, gine n Auguste Deter otov yLatpo tng Alois Alzheimer. EKToTe, n «0oB&veLa TN

ARBNc» pépel To dvopa tou Mepuavoul veupolodyou.?

MapoAo mou n NA eival n 1o ko attio dvolag Kal evOEXETAL va UTIAPXEL O «kaBapri»
popdn - Tou KAWIKA opiletal amd pa apyd €EEALCCOUEVN QTIWAELA TWV YVWOTIKWY
AELTOUPYLWYV, KUPLWC EKTTTWON TNG UVAUNG - oUVABWG CUVUTIAPXEL LE TIOAOOAOYIKEG LETAPBOAEG
AMwV aoBeVELWV TIOU UITOPOUV €Tiong va cUUBAEAOUV OTN YVWOTIKA EKTTwoN>?, OnMwe N
vO0OG TwV owHatwy Lewy (LBD), n ayyetakn sykedpaiikry BAaBn (AEB) kal n okApuvon tou

utdkaprnov (21).°3

NeupomaBoAoyikad, n NA xapaktnpiletal amo Tn CUCoWPEUCH Kal evanmobeon tou memntidiou

B-apuAosldolg (AB) pe t™n HOPdN VEUPWVIKWY TAAKWY KoL TNG UTMOPWodOpUALWUEVNC

47 Hugq et al., “Genetic testing in dementia-A medical genetics perspective,” 1162.
48 Greaves and Rohrer, “An update on genetic frontotemporal dementia,” 2077.
4 Hug et al., “Genetic testing in dementia-A medical genetics perspective,” 1161.
50 Ich habe mich sozusagen verloren”
51 Sabine Schuchart, “Alois Alzheimer Hat Nicht Geirrt: Beriihmte Entdecker Von Krankheiten,” Deutsches
Arzteblatt 114, 29-30 (2017): 120.
52 Thomas J. Montine and Eric B. Larson, “Late-Life Dementias: Does This Unyielding Global Challenge Require a
Broader View?,” JAMA: The Journal of the American Medical Association 302, no. 23 (2009): 2594,
https://doi.org/10.1001/jama.2009.1863.
53 Bradley T. Hyman et al., “National Institute on Aging-Alzheimer's Association Guidelines for the
Neuropathologic Assessment of Alzheimer's Disease,” Alzheimer's & Dementia 8, no. 1 (2012): 4, accessed
July 29, 2022, https://doi.org/10.1016/j.jalz.2011.10.007, https://alz-
journals.onlinelibrary.wiley.com/doi/pdfdirect/10.1016/j.jalz.2011.10.007?download=true.
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TIPWTEIVNC tau pE TN Hopdr EVEOKUTTAPKWY VEUPOIVISIOKWY Ssopwv>*. H avakdAun tng
npodpounc mpwteivne tou B-auuldostdbouc (APP), tng mpeoevidivne 1 (PSEN1) kat tng
npeoevidivng 2 (PSEN2) obnynooav otn Aeyouevn umoBeon tou apuloeldoulg, n omoia
umooTtnpllel OTL N avwW AN Ttapaywyr Tou AB lval To apxko B yLo TV Evepyormoinon Tou
na@oduotohoytkol pnxoaviopol mou TeAkd odnyei otn NA>® kat 6Tt GAAa veuportaOoAoyIKA
Xxapaktnplotikd t™g NA, onwg n unepdwodopullwpévn tau Kol oL VEUPOIVOTIAQGTLKEG
epantopeveg MTUXECG, n ayyelakn BAABn kot n $Aeypovry amoteAoUV CUVETELEC Kal OXL
EexwploTég autieg Tng Stadkaoiag tng vooou 8. O petaldéelc NAME otnv APP, PSEN1 kot
PSEN2 obényolUv o€ tpomomolnuévn mapaywyn 1 avoloyia twv woopopdwv AR otov
eyképalo®’, evw to yovidlo svatoBnoiag anoAutonpwreivn E €4 (APOE €4) ennpedlel thv
K&dBapon kat T ocuvoowudtwon tng AB%%. Kat ol SUo mapatnpAoslg umootnpilouv tnv

unoBeon otL Ta enimeda Tou AP eival kpiowa yia TV maboyEvela tng vooou.

Evw n NANE Bewpeitatr ot eivat oe peyddo Padbuod kAnpovouiki, n NAOE, n omoia
AVTUTPOOWTEVEL £WC Kot To 99% tne NA®®, aipvel omopadiky popdr, av kat Ba propovcav

va Bpebouv moAhol yevetikol mapdyovieg Kivduvou (oxnua 4).

O kuplapya kKAnpovopoUpevec petalagelg otig APP, PSEN1 kat PSEN2 avtiotolyouv oto 80%
Twv neputtwoewv NAME, pe évapén ouvnBwg mplv amd tv nAkia Twv 65 €TWV, PE TLG
puetaAAaéelc otnv PSEN1 oto xpwpoowpua 14924.3 va avilotolyolV TouAdxLlotov oto 50% Twv
TIEPUTTWOEWV, TIG LETOAAAEELG TNV APP 0T0 Xpwpoowpa 21921 yia éva akopn 10-15%, evw
ol petaAlagelg otnv PSEN2 oto xpwpoowpa 2g31-g42 sivol OTIAVLEG, EKTOC OO OLKOYEVELEC

Ue Kataywyr] amd tn BoAya Tlepupaviac.’® ‘Exouv avadepBei aMayég upiag Bdong,

>4 Ferencz and Gerritsen, “Genetics and underlying pathology of dementia,” 114.
55 Giulia Paroni, Paola Bisceglia, and Davide Seripa, “Understanding the Amyloid Hypothesis in Alzheimer's
Disease,” Journal of Alzheimer's disease JAD 68, no. 2 (2019): 498, https://doi.org/10.3233/JAD-180802.
%6 Ferencz and Gerritsen, “Genetics and underlying pathology of dementia,” 114.
57 Celeste M. Karch, Carlos Cruchaga, and Alison M. Goate, “Alzheimer's Disease Genetics: From the Bench to
the Clinic,” Neuron 83, no. 1 (2014): 22, https://doi.org/10.1016/j.neuron.2014.05.041.
8 Mario F. Mendez, “Early-Onset Alzheimer Disease,” Neurologic clinics 35, no. 2 (2017): 269, accessed July 29,
2022, https://doi.org/10.1016/j.ncl.2017.01.005,
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC5407192/pdf/nihms842354.pdf.
% Mendez, “Early-Onset Alzheimer Disease,” 269.
60 R. Sherrington et al., “Alzheimer's Disease Associated with Mutations in Presenilin 2 Is Rare and Variably
Penetrant,” Human molecular genetics 5, no. 7 (1996): 986, accessed July 29, 2022,
https://doi.org/10.1093/hmg/5.7.985; Suman Jayadev et al., “Alzheimer's Disease Phenotypes and Genotypes
Associated with Mutations in Presenilin 2,” Brain a journal of neurology 133, Pt 4 (2010): 1144,
https://doi.org/10.1093/brain/awq033.
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Sumhaclaopol otnv APP kaBwg kat Sdiaypadn otnv PSEN2. H datvotumik kabwg kat n
Slapopormoinon otnv nAkia €vapéng Kal oTn CUUMTWHATOAOYIR, HETAEU Kal €VIOC TWV
OLKOYEVELWYV, eivat ouxvEce?. Kat ta tpia yoviSia €xouv upnAn StetodutikdTnTa, av Ko apKeTol
dopeic petaArdéswv tou PSEN2 méBavav anod aAAa aitia xwpl¢ cupntwpata os nAtkia 80+

eTWV.%?

Noooc Alzheimer

Npwipn évapén Oyiun évapén
APP PSEN1 BNl eope P L E D R:E

IxAna 4: Movidia nov oxetilovrat pe tn vooo Alzheimer

‘Eva oAU peyaAutepo mooootd tng NA odeidetal oe NAOE pe moAuyoviSiako kivéuvo amo
ToAAA yovidia svaloBnaoiag. Av Kot ol LEAETEC CUOXETIONG O€ EMIMESO YOVISLWUATOG EXOUV
avixyveuoel meploootepa and 40 aAAnAopopda kwvduvou yia thv NAOE, to APOE, mou
Bpioketal oto xpwpdowpa 19913.2% mpoodibel onuavtikd peyalltepo kivbuvo amd
ortotovdrmote GAAo TOmo®* kat guBuvetal yia to 20-29% twv NAOE. H APOE éxel TpeLg
Slopopetikég aAAnAopopdec popdég, €2, €3 kal €4, mou odnyolv oTou¢ TBAVOU(G
yovoturouc: APOE €2/g2, €2/€3, €2/€4, €3/e3, €3/e4 kot €4/€4. H UTapén tou yovotumou

61Jill S. Goldman, “New Approaches to Genetic Counseling and Testing for Alzheimer's Disease and
Frontotemporal Degeneration,” Current neurology and neuroscience reports 12, no. 5 (2012): 502,
https://doi.org/10.1007/s11910-012-0296-1.
62 Jayadev et al., “Alzheimer's disease phenotypes and genotypes associated with mutations in presenilin 2,”
1148.
83 Karch, Cruchaga and Goate, “Alzheimer's disease genetics: from the bench to the clinic,” 14.
64 Goldman, “New approaches to genetic counseling and testing for Alzheimer's disease and frontotemporal
degeneration,” 503.
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€3/e4 auavel Tov kivouvo gudaviong NAOE katd tn Stapkela Tng Lwng 2- €wg 3 GopEg, EVw

oooL éxouv €4/4 €xouv éwc kat 15 popéc peyaltepo Kivduvo.®

H APOE &4 pewwvel tnv nAkia epdavionc.®® O kivduvog epdaviong NA sivat unAdtepog oTig
yuvaikeg amno 6,tL otoug dvdpec.t” Evw 1o 41% twv atopwv pe NAOE €xouv APOE £3/g4, ot
oUYKPLON UE TO 21% TwV LYLWV EAEyXwV, Ttepimou to 13% twv atopwv pe NAOE éxouv APOE
€4/€4, oe olykpLon pe AydTtepo amod 1% twv uylwv eAéyxwv.®® Qotdoo, nepinou to 50% twv
ATOUWV pE £va puévo APOE €4 Sev Ba avamtiéouv noté NAOE.®® Eneldr n APOE €4 Sev eival
oUTe enapkn¢ oUTe avaykaia yla tnv avantuén tng NA, n e€€taon yla tTo aAAnAopopdo auto

eivat e€atlpetikd apdlopntiowun.”®

5 Goldman, “New approaches to genetic counseling and testing for Alzheimer's disease and frontotemporal
degeneration,” 503.
8 Ara S. Khachaturian et al., “Apolipoprotein E Epsilon4 Count Affects Age at Onset of Alzheimer Disease, but
Not Lifetime Susceptibility: The Cache County Study,” Archives of general psychiatry 61, no. 5 (2004): 518,
https://doi.org/10.1001/archpsyc.61.5.518.
7 H. Payami et al., “Increased Risk of Familial Late-Onset Alzheimer's Disease in Women,” Neurology 46, no. 1
(1996): 126, https://doi.org/10.1212/WNL.46.1.126.
68 G. Jarvik et al., “Influence of Apolipoprotein E Genotype on the Transmission of Alzheimer Disease in a
Community-Based Sample,” American journal of human genetics 58, no. 1 (1996): 196.
8 Lynn M. Bekris et al., “Genetics of Alzheimer Disease,” Journal of geriatric psychiatry and neurology 23, no. 4
(2010): 222, https://doi.org/10.1177/0891988710383571.
70 AGS Ethics Committee, “Genetic Testing for Late-Onset Alzheimer's Disease.” Journal of the American
Geriatrics Society 49, no. 2 (2001): 225, https://doi.org/10.1046/j.1532-5415.2001.49998.x.

15



Kedpalaio 3

MPOCUUNTWHOTIKEC FEVETLKEC
E¢etaoelc

Ol TIPOCUUTITWHATIKEG e€etdoelg eival dlabéolpeg yla S1adopeg KANPOVOULKEG YEVETIKEC
Slatapayxeg, cupmepAapBoVopEVWY KANPOVOULKWY OUVSPOUWY Kapkivou, KANPOVOULKWY
KapSlokwyv ToOACEWV KAl VEUPOEKDUALOTIKWY  YeEVETIKWY  Slatapaxwv. O  6pog
TIPOCUUMTWHOTIKOG» YEVETIKOG £AEyXOC avadeEPETal OTn SuvatotnTa OVIXVEUONG HLOC
VEVETIKAG UETAAAOENG TIOU TIPOKAAEL LA OUYKEKPLUEVN TABNon mpwv anod tnv eudavion

OUUMTWHATWY. !

Onwg neplypadnke oto kePpahalo 2, umtdpxouv SU0 SUVATOTNTEG OXETLKA LLE TO WG TA yovidia
pmopoUV va cupPBdalouv oe pa acBevela: mpwtov, aoBeveleg e Eva YoViOLO 1} LEVTEALIKEG
0.00€VELEC, OTIG OTOlEG Eva BeTIKO amoTeAsopa TNC e€€Taong Ba 06nynoeL avamodpeuKTa oTNV
avantuén tng acBeévelag apyotepa kata tn Sldpkela tng {wng (mMpoyvwotko yovidio) -
deutepov, ouvduaopévn emidpacn TOMwV yovidiwv, Tou cuxva emnpealovral omo
TepBAANOVTIKOUG TTAPAYOVTEG, N omoia TOTE OVOUATETAL «OUVOETN» 1] KTIOAUTIOPOLYOVTLKN»
acBévela (yovidlo evaioBnoiag). O evtomiopévog kivduvog eival emopevwg uPnAog oTig
000€veleg He Eva YOVIOLO, OAAG TIEPLEXEL TTAVTO £Vl CNUAVTLKO otolxelo afeBatotntag, oxt
HOVO yla to av Ba avamtuxBel pia cuykekpLuevn tadbnon, aAAd Kal yla To mote Unopel va

eudaviotel kat méco coPapr] Ba eivat.”?

H mpoouumtwpatiky e€étaon sival emwdeAng o acBeveleg OMWE 0 KAPKivog oL Omoleg
pumopolV va  TapakoAouBouvtol HECW €VOG TPWTOKOAAOU TapakoAoubnong n va

TLPOAQLLBAVOVTAL LIE XELPOUPYLKA ETEUPAOT, EVW YLa TNV dvola SV UTTAPXEL ETIL TOU TTAPOVTOG

1 Lea Godino et al., “Impact of Presymptomatic Genetic Testing on Young Adults: A Systematic Review,”
European Journal of Human Genetics 24, no. 4 (2016): 496, https://doi.org/10.1038/ejhg.2015.153;
72 ). P. Evans, C. Skrzynia, and W. Burke, “The Complexities of Predictive Genetic Testing,” BMJ (Clinical research
ed.) 322, no. 7293 (2001): 1053, https://doi.org/10.1136/bmj.322.7293.1052.
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npoAnyn. Qg ek Toutou, n emloyn va umtoBAnBel kavelg oe MPOCUUMTWHATIKA €E€TAON yLa
Slatapaxec pe eAATT SLELCSUTIKOTNTA KoL OTIOU UTIAPXOUV TIPOANTITIKA HETPA, Oa prmopolos
va €xel §alpeTIKA SLadOopeTIKO YPUXOAOYIKO KAl KOWWVIKO QVTIKTUTIO OE OUYKPLON UE TLG
e€etaoelc ywo Swatapaxec/acOéveleg pe mARpn SleloSuTikOTNTA Kol Xwplg €mMAOYEC

npéAning, 8iwg o veapoug eviAikeg.”3

OL TPOYVWOTLIKEG €EETACELG YLl TIG VEUPOEKDUALOTIKEG VOOOUG EEKivnNoav OTLG ApPXEG TNG
bekaetiag tou 1990 evw ocuvodeltnkav amd TMOANEG oUINTAOCELG KAl €PEUVEG ATO TIG
KOWOTNTEC TNC YEVETIKAG, TNS NOWKAC Ko TNG veupoloyiag.” H xpnotpdtnto twv eEeTdoswv
TOLKIAAEL eUPEwWC, avaloya Pe To HEyeBOC Tou Kvduvou, TNV akpifeta tng mpoBAedng tou
KWwéUvVou, TIG SLaBEoLpeg ETIAOYEG yLa TN Helwaon Tou KvdUvou, Toug AOYyou¢ yLa TIG EEETAOELC,
TNV TIPOYEVECTEPN EUMELPLO TOU ATOMOU KOL TIG OVAYKEG KAl TNV EUMELPL TWV UEAWV TNG
olkoyévelag. EmutAéov, n xpnowuotnta plag SeSOUEVNC TPOCUUMTWHOTIKAG YEVETIKNG
e€etaong eivatl mBavo va petapAndel pe tv napodo tou xpodvou, kabwg auvdvovral ot

YVWOELG, QVOITTUOO00VTOL VEEC OTPATNYIKEC TPOANYNC Kot HETABAANETAL TO KOOTOC. 7>

H moAUMAOKOTNTA OQUTWV TWV TOAPOYOVIWV OTOLTEL OUINTACEL OXETIKA WE TOV
TIPOCU UMTWHATIKO €AeyXo Twv Sladopwv TUTTWV AVOLAC OTO TIAAICLO TWV OVOYKWV KoL TWV
EMOUULWV TOU ATOUOU. AESOUEVOU OTL O TIPOCUUMTWHATIKOG €Aeyxog yia Tnv HD, tnv MKA
kat tTnv NA pe tig dVo popdec NAME kot NAOE Siadépel Oxt HOVO AOYW TNC YEVETIKING
TIOAUTTAOKOTNTAC, AAAA KUPLWG AOYW TWV EMUTTWOEWV TNG YVWONG TNG YEVETIKAC podlabeong
OXL LOVO OTO ATOWO TToU e€eTALETAL, AAAA KOl OTNV OLKOYEVELQ KOl 0TOUC TiLBavoU g amoyovouc,
KAOE pio amd aUTEG TG KATAOTACELG EXEL TIG OLKEG TNG NOWKEG eTuTTwoEeLg. Qg ek TouTtou, Ba

e€etdow KOsyl amod QUTEG TIG TPELG KATAOTACELC LEUOVWHEVAL.

3 Godino et al., “Impact of presymptomatic genetic testing on young adults: a systematic review,” 496.
74 Goldman, “Predictive Genetic Counseling for Neurodegenerative Diseases: Past, Present, and Future,” 1.
75 Evans, Skrzynia and Burke, “The complexities of predictive genetic testing,” 1055.
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3.1 H Noocog Huntington

H vooog tou Huntington amoteAel MPOTUMO yla TOV YEVETIKO EAEYXO OE KANPOVOULKEC
Slatapaxég mou eudavidovral oe eviAlkeg, emeldn n acBévela €ival OXETIKA OUXVH Kal
UTTAPXEL EUPELD EPMELpla OO AUTAV. ATTO TOUC eVAALKEG TTou Statpexouv Kivduvo yia HD,
TEplmou 1o 5-7% £xeL e€staotel.’® AcSopévne TNG apyoropnuévng Evapeng NG VOoOOU Kal TG
Kataotpodkng ¢ Puong, UTNPEE ONUAVIIKO eVOLAPEPOV yLlA ML TIPO-CUUMTWHOTIKA
g€étoon mou Ba evtomle dooug pépouv to yovidlo.”” H avakdAudn tou yovidiou mou
guBuvetal ya tThv HD to 199378 elofiyaye tn Suvatdtnta va apéxetal BERatn Stdyvwon A

EVIOTILOMOG KATAOTOONG KWWSUVOU OTA ATOMA TIOU €DEPOV CUUMTWUATO XWPLG TNV EUNAOKNA

TWV CUYYEVWV Kal HE evalcBnoia (sensitivity) kat eldwotnta (specificity) kovtd oto 100%.7°

To yeyovog otL bev untdpxel Bepareia  cupmtwpatikn Oepaneia xwpig enibpaon otnv e§€An
NG VOOOU €XEL HEYAAO avTiktumo otnv amodaon yo to av Ba Sie€axBel 1 OXL N yEVETIKNA
e€etaon. MNMoANEG peAETeG TTOU €EETATOUV TOL ATOTEAECHATA TWV TIPOYVWOTIKWY EEETACEWV
€XOUV QmOKOAUPEL OTL TO TIEPLOCOTEPA QATOHUO QVTLUETWT{OUV OTMOTEAECHOTIKA TNV
TAnpodopia avefaptnTa amod T0 AMOTEAECHA TOUG, WOTOCO, OPLOKEVA BLWVOUV CNUOVTLKA
Puxokowwviky ducdopiad’, pe mepimov 1% va éxel Swampdfel autoktovia, amdnelpa
avtoktoviag i Puxtatpikr voonheiadl. Mo pehétn twv Larsson et al. (2006) Swamniotwoe 611

10 52% TWV aTOpWV TIou pépave BeTIKd amoteAéopata epdAEvI{ov aUTOKTOVIKO WOeaopd.??

Yrapyouv TpeLg kKuplot TuTol e€€taong yovidiwv HD:
" JIPOCUUMTWHOTIKEG EEETACELC YLOL TOV TIPOCSLOPLOUO TNG KATAOTOONG EVOC OTOOU TIOU
SLatpExeL yeveTiko Kivbuvo va KAnpovounoeL tn vooo,

= SLOYVWOTIKEC SOKLUEG yLa TNV eTBeBaiwon 1 Tov amokAELOUO TNG VOoOoU,

76 Myers, “Huntington's disease genetics,” 258.
7 Bird, “Presymptomatic Testing for Huntington's Disease,” 3287.
78 MacDonald et al., “A novel gene containing a trinucleotide repeat that is expanded and unstable on
Huntington's disease chromosomes,” 971.
7® Goldman, “Predictive Genetic Counseling for Neurodegenerative Diseases: Past, Present, and Future,” 1-2.
80 Goldman, “Predictive Genetic Counseling for Neurodegenerative Diseases: Past, Present, and Future,” 3.
81 E. W. Almquist et al., “A Worldwide Assessment of the Frequency of Suicide, Suicide Attempts, or Psychiatric
Hospitalization After Predictive Testing for Huntington Disease,” American journal of human genetics 64, no. 5
(1999): 1294, https://doi.org/10.1086/302374.
82 Larsson et al., “Depression and suicidal ideation after predictive testing for Huntington's disease: a two-year
follow-up study,” 371.

18



" JIPOYEVVNTIKOC EAEYXOG YlA TOV TIPOOSLOPLOUO TNG KOATAOTAONG £VOC EUPpUoU ToOU

SLOTPEXEL YEVETLKO KivEuvo va kKAnpovopfoeL tn vooo. 23

Mua tétaptn duvatdtnta elval n YeveTiki e¢€tacn mpLv anod tnv epapuoyn TG EEWOWUATIKAG
YOVLUOTIONONG, EVW N TIPO-CUUTITW LLATIKY YEVETIKN €€€TAON 0€ avnAIKOUG (KATW Twv 18 eTwv)
dev ouviotatal cuvnBwE, EKTOC €AV UTIAPXOUV QTTOTEAECUATIKEG KALVIKEG TIPOKTIKEG (OXN U
5).

Fevetikn Sudyvwon npw ano tnv

edappoyi

H dradikaoia mpaypatonoteitaloe

oUVSUAONO e TNV EEWOWIATIK

yoviporoinon (IVF), 6mou ta wapia

TTou cUAAEyovTal amo T pPnNTépa

YOVLULOTTOLOUVTOL OE £val

EPYQOTNPLOKO TILATO [IE OTEPLA GO

TOV MATEPQ, IUE ATTOTEAECHA EVaL

oUvolo epBpuwy, Ta omoia NpocuprTwpaTkeg EAeyyog
untoBaAAovTaL o YEVETIKO EAEyY0 Adopa dropa o Siatpéxouv
UETA QIO APKETEC KUTTAPLKEC Kivéuvo yio HD, aAA& Bev
Srapéoeic. H ef€Taon amokaUmTeL epdavilouvv mpog to napov

€qv Ta EPPpua EXOuV TO KALVLKO CUMITTWUOTA TG
ailAnAopopdo HD. Ekeiva mou Hev Satapaync. H yevetikn e€€taon
€xouv 10 aAANAG AIMOKAAUTITEL EGV TO ATOPO PEPEL
elgdyovtal oTn | 1} 6x1 To aAAnAdpopdo HD. Me

i BeTikn e€€Taon, To dtopo Ba
QVOTTTUEEL TEALKA TN VOO0
Huntington.

Eetdoel ota mondid

Edv éva adimou Siatpéyet
KivBuvo epdaviletnisdn
cuprtwpata HD, puo
YEVETIKN e€éTaon pmopel va
KaBoploeLedv to taubi Exen
Oyt veavikr) HD. 3Tig
TEPLOCOTEPEG XWPEC, 1
eEétaon maldLwv
arayopevETaL.

EVNAALKOC

EmiBefowTIKI] CUPMTWHOTIKG SoKLR

Adopd dropa mou napouctdlouvv Rdn oadh
oupmTwpote HD. Evw n veupoloyikn e6€Taon
£lval 0 OpLOTLKOC TPOTOG AVAYVWPLOTE TNE
epdaviong g HD, pa yevetik E€taon pnopel
va eniPeBatwoeLtn Siayvwon delxvovrag ot
&va dropo Gpépeimpdypartito arkniopopdgo HD.
Eilva emiong onpaviko yla ty épeuva va
eEeTAOTOUV 0L OPOLOTNTEG/BLadopEC
EVIOC/PETOED OLKOYEVELWV.

ApE00G TIPOYEVVNTIKOG EAEYXOG

Ertpénel og évav unorj¢Lo yovéa mou £XeL
10 aAAnAopopdo HD 1y Siatpéyel kivBuvo yia
HD va avakaAUWPEL T YEVETIKN KOTAOTAOH TOU
euBplou. Adyw Tou Kupiapyou mpotimou
KANPOVOLLLKOTNTOG, TOL OTOTEAECULATA TG
£E£TOONC AITOKAAUTTTOUY OTL 0 YOVEQC TIOU
BpiokeTal oe kivéuvo dépeLemiong T
petdAAaén yia tnv HD. EQv To TEOT Elvatl
apvnTiko, o yovéag oe Kiviuvo efakolouBel
va Slatpéxel kivbuvo, bev paBaivel tinota yia
™ S1kr} Tou KatdaTaar) yovidiakou ¢hopéa.

IxAna 5: Xpovodiaypap o tou S1agpopeTIKOU XpOVOU EEETACEWVY
(rpoocappoopévo and (HOPES Huntington's Disease Information 2011)

83 Myers, “Huntington's disease genetics,” 258.
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J€ YEVIKEG YPAUUEG, UTIAPXOUV Tpila PAOCLKA ETUXELPAMUATA KOTA TOU TPOOCUUTTTWHOTIKOU
VEVETIKOU eA€yxou oe edrfouc 1 véoug: otL (1) dev o€Betal T LEAAOVTLKI) OLUTOVOLLO TOU
veapou atopou, (2) mapafialetl to andppnto Kot (3) pnopet va mpokaAEoel PUXOKOLVWVLKEG
BA&BEeC®®. H mpooupmtwpatikh Stdyvwon tng HD evdéxetal va éxel BaBUTOTEC EMUTTWOELG OTO
ATOMO KOL OTNV OLKOYEVELA TOU Kol Ba TPETEL VA OVTLLETWTIETAL UE EEATOUKEUUEVN

oupBouleutikn Sadikaaia.

E€dAAoU, 0 AOyog yla tov omoio ot avBpwrol avalntouv Tn dokiun e€aptdtal and Tov TUTo

N SOKLUNG, OMWC ameKovileTal oto oxnua 6.

. . TIPOYEVVNTLKI]
T{POCU UTTTW LLOTLKO Sdlayvwon POYEVVATKIY/ .
MPOEUPUTEVUTIKN
VAHOC KdetéPwGF] mg Stakor
— KataA}\nAnq EYKUHOOUVNC
dpovtidag
4| avanapaywyn
anokdAun emoyn euBplwv
] yevetkoU kvduvou T apvnTkwy og HD
Kaptépa YLOL TOUG GUYYEVEILG

ONUOAVTLIKEG
ETUMTWOELG YLOL
Karotov GA\ov

IxAna 6: Adyol yia th Sievépyela e€etaoewv o€ HD
(Myers 2004: 258-260)

3.2 H Metwnokpotadiki Avoia

Ze avtiBeon pe tnv HD, n onoia eivat povoyovidiakn, f tn NA, n omola eival eite AUTOCWLKN
eMIKpatoloa, £ite KAnpovoueital wg pia povo naboloyia, n MKA pmopet va mpokaAeital amno
TIOA\G yovidLa pe amoTEAECUA TNV ETEPOYEVH KAWVLKN £lkOvVa Kat taBoloyia.® Av kat to Betikd
OLKOYEVELAKO LOTOPLKO OVEUPLOKETOL OE TTOCOOTO £WC Kol 50% Twv neputtwoswv MKA, povo

10 10-25% mepinouv epudavilel AUTOOCWHLKO ETUKPATEG TPOTUTIO.8® EmutAéov, otnv mepimtwon

84 Godino et al., “Impact of presymptomatic genetic testing on young adults: a systematic review,” 496.
8 Goldman, “Predictive Genetic Counseling for Neurodegenerative Diseases: Past, Present, and Future,” 9.
8 Goldman, “New approaches to genetic counseling and testing for Alzheimer's disease and frontotemporal
degeneration,” 506.
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ToUu To ouyva eudaviiopevou yovidiou, tou CI90RF72, o dalvotumog mou Ba avamtuéel o
dopéac napapével apéfatoc.®’

AOYyw TNG €TEPOYEVELAC TNG vOoou kal Tn¢ duvatotntag moAwv AMwv yovidiwv va
OUUBAANAOUV OTOV OUVOALKO KiVOUVO, ETIMAEOV TWV ETILYEVETIKWV Kol TEPLBAANOVTIKWY
TIAPAYOVIWY, O TIPOYVWOTIKOG EAEYXOG OUVLOTATAL LOVO UETA TNV AVEUPECN OULTLOAOYLKAG
HUETAAAOENC OTNV OLKOYEVELA. YTIO TO TIplop HLaG YVWOTAC LETAAAOENG o€ £va amod Ta yovidia

¢ MKA, umopet va nipaypatonotndsi mpoeudputeuTIkr YeVeTIKA Stdyvworn). 8

Ta kivntpa yla va e€etaotel kaveig paivetal va eival mapopota pe tne HD, oxedov to 50%
nBeAav va yvwpilouv av Atav Betikol yia va eivat BEBatot. ANa kivntpa meplAdppavayv tnv
embupia va amoktioouv matdld, vo EVAUEPWOOUV Ta TtalSld TOUC ylo Tov Kivbuvo n va

npoBAEP oLV TNV epdavion.®?

3.3 H Noéoocg Alzheimer

Apéowg peta tnv avakaluyn tng APP to 1995, avadepOnke n mMpwin MPOCUUTWLATLKA
g€étaon yla tn NA.?% AsSopévou OTL n autoowptkr] srukpatovoa NAME propei va odeiletal
oe tpla yovidia uPnAng dietodutikotntag - APP, PSEN1 kot PSEN2 - n g€€taon eival mo

niepimAokn amnod o,tL yta tnv HD.

Ol EMUTTWOEL YLO TOV TIPOCUUMTWHUOTIKO €AEYXO OE LA OLKOYEVELD ME OUTOOWULKA
erukpatovoa NA, gival opKeTA MopOpoLeC pe eKelveg tng HD, Sedopévou OTL £va ATOUO ME
gvav nipooPePAnpuévo yovea €xel 50% kivouvo va avamtuéel tn vooo Kat mepAapBdavouy TNV

afLoAOyNoN TWV avamapaywyLlkwy EMAOYWY, ylo Xapn Twy matdlwy, yla va fondricouv tnv

87 Clémence Fournier et al., “Relations Between C9orf72 Expansion Size in Blood, Age at Onset, Age at
Collection and Transmission Across Generations in Patients and Presymptomatic Carriers,” Neurobiology of
aging 74 (2019): 234.e1, https://doi.org/10.1016/j.neurobiolaging.2018.09.010.
8 Goldman, “New approaches to genetic counseling and testing for Alzheimer's disease and frontotemporal
degeneration,” 507.
8 Maria M. Del Amador et al., “Who and Why? Requests for Presymptomatic Genetic Testing for Amyotrophic
Lateral Sclerosis/Frontotemporal Dementia Vs Huntington Disease,” Neurology. Genetics 7, no. 1 (2021): e543,
https://doi.org/10.1212/nxg.0000000000000538.
% L. Lannfelt et al., “Genetic Counseling in a Swedish Alzheimer Family with Amyloid Precursor Protein
Mutation,” American journal of human genetics 56, no. 1 (1995): 332.
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¢peuva, Tov mpoypoppatiopd tou Biou kat tn Slayxeiplon tou awobripatog aBePBatotnrag.’?
Qoto00, MapPA TNV LOXUPH HEVIEALK KANPOVOMLKOTNTA , Tiepimou 1o 20-40% twv NAME
e€akohouBouv va mopapévouv ave€nyntec. Auto pmopel va odelletal ota pEXPL ONUEPA
ave€epelvNTa LOVOYEVETIKA QlTLO, TIOAUYEVETIKA oitia 1 AOyw TNG KAWVLKAC SLOYVWOTIKNC
aBepatotnrag oxetikd pe th NA Ot OPLOPEVEC MEPUTTWOELG.®? AKOUN KOl O TEPIMTwon
0pVNTIKOU QmMOTEAECUATOG, TO ATOMO UTopel va avamtuéel NA oe petayevéotepn nALKia,
eneld o amoKAELONOG TG Kupilapxa kAnpovopoupevng NA dev pelwvel Tov kivbuvo yla

onopadikr) NAOE.*3

Ye avtiBeon pe tnv NAME, o mpoouumtwuatikog eAeyxog yia tnv NAOE eival o mepimAokog,
kaBwg n NAOE avamntiooestal Aoyw mapayoviwyv Kvduvou 1 yovidiwv gvalobnoiog kot oxt
AOYyw autoowUlkwy emikpatwyv yovidiwv. Exouv aviyveuBel mneplocotepa amo 40
oaAAnAopopda kivduvou yia tnv NAOE, pe to APOE4 va mpoobidel onpaviika peyalutepo
kKivuvo amd omolovdrnote GAAo YeVETIKO TOTO (gene locus).®* Tu onpaivel Opwe va eivatl
Kavei¢ «oe kivbuvo» yia NAOE; O ektipwpevog kivduvog ekdnAwaong NA kotd tn SLapKeLa tng
{wng tou ouvoAlkoU mMAnBuopol eivat 15%. Ocol Sev €xouv kaveéva alAnAopopdo €4 o
Kivbuvog kata tn Sidpkela ¢ {wng eivat 9%, evw n vmapén evog aAAnAdpopdou €4 tou
yovidiou APOE auédvel tov kivbuvo oto 29%.°> H Urtapén piag rtapoayric €4 tou APOE Sev
gyyuvartal ot 6a avantuxbel AD. Qotdoo, ival mbavo ot 6tav opLoUEVEC MEPLBAAAOVTIKES
ouvOrkeg alMnAerudpolv pe éva yovidio, avartiooetat n NA.%® Adyw tng notkihopopdiog
Tou datvotumou ¢ NA, mapd tov uPnAd kivbuvo €xel odnyrnoetl to Apepkaviko KoAéylo
latpikng levetikng kot lovidwpatikng (ACMG) va pnv ouvlotd Tov £AEyX0o yla TO

aAnAépopdo kwvduvou APOE €4, 16iwg 0To MAAIOLO OCUUIMTWHATIKWY ATOpwWV. Y’

91 A. Tibben et al., “Preparing for Presymptomatic DNA Testing for Early Onset Alzheimer's Disease/cerebral
Haemorrhage and Hereditary Pick Disease,” Journal of medical genetics 34, no. 1 (1997): 65,
https://doi.org/10.1136/jmg.34.1.63.
92 Huq et al., “Genetic testing in dementia-A medical genetics perspective,” 1160.
% Goldman, “Predictive Genetic Counseling for Neurodegenerative Diseases: Past, Present, and Future,” 6.
% Goldman, “New approaches to genetic counseling and testing for Alzheimer's disease and frontotemporal
degeneration,” 503.
%S, Seshadri, D. A. Drachman, and C. F. Lippa, “Apolipoprotein E Epsilon 4 Allele and the Lifetime Risk of
Alzheimer's Disease. What Physicians Know, and What They Should Know,” Archives of neurology 52, no. 11
(1995): 1074, https://doi.org/10.1001/archneur.1995.00540350068018.
% B. A. Koenig and H. L. Silverberg, “Understanding Probabilistic Risk in Predisposition Genetic Testing for
Alzheimer Disease,” Genetic testing 3, no. 1 (1999): 56, https://doi.org/10.1089/gte.1999.3.55.
97 AGS Ethics Committee, “Genetic testing for late-onset Alzheimer's disease.” 225.
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OL avBpwrmol mou avalntolv Yevetlky oUUPBOUAeUTIK TpoodokoUlv OTL aut Ba Ttoug
BonBnoel va avtikataotrioouv TV afeBaotnta pe BePatotnta. e avtiBeon pe tnv HD kat
Vv NAPE, O0TOU Ol YEVETIKEG EEETAOELG £XOUV KaBopLopEVN TTPoyVWOoTIKN aéia, n e¢€taon yla
yovidia evatoOnoiag mou oxetilovtat pe tn NA pmopel povo, otnv KaAUtepn MepimTwon, va
B€oeL Ta dtopa og pLa katnyopla «kwwduvou», aAld oxL va AUoeL Tnv afefatdotntd toug .
EruumAéov, gival nén duokolo yla Toug l8IKOUC va KATavornoouV TI¢ mAnpodopieg Kivduvou
Kal 600 6ev umapyel dtabéoun mpoAnn n Bepameia, n nBwKR oculntnon Ba mpémel va
eTkevTpwOel otn ANYn amodpdoewyv, MEPA AO TOUG OTEVOUG TEXVLIKOUG OPLOOUG TNG UYELQ,

NG vOoou, tne emBdpuvonc fj Tou odpélouc.?®

% Koenig and Silverberg, “Understanding probabilistic risk in predisposition genetic testing for Alzheimer
disease,” 62.
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KedpaAaro 4

Avutovouia

H évvola tng autovopiag, n omola apxikd mponABe amd To oAtk mAaiolo kat avadepdtav
otnv autovopio Twv eAANVIKWV TIOAEWV-KpaTwy,?® €xel emektabel Kol 0€ ATOULIKO TAALOLO,
al\d n akplBrg évvola tou 6pou apdlopnteital. % H autovouia eivatl pa moA supeia évvola
mou mepthapBavel moANAAEC TTUXEC OMwG N autodlabeon, n eAeUBepn AP n amodacswv
Kat n autodnuloupyia. Keviplkd poAo otnv auvtovopia mailel n LKavoTtnTa TOU ATOHOU va
QVOOTOXALETOL OXETLKA HE TLG TPOTIUACELG Kal TLG a&ieg Tou kat va Sdtapopdwvel tov Bio Tou
avaAoywe. To autOvopo ATtopo evepyel eAsUBepa cUpPwWVA UE Vo OXESLO TIOU €XEL ETUAEEEL
0 1610g, bivel ouvoxn otn {wn tou, avalappavel eVBUVEG yLa TIG TPALELS Tou. Kevtpko poAo
yla TG mpaelg mallouv oL OWTEPLKEG TemolOnoelg, to evdladépovta, oL afieg, ot

HOKPOTIPOOECUEG TPOTIUAOELG Kat Tal oxédta {wng. 101

4.1 H Atopkiotikl Oswpnon tng Autovouiag

Amo tov Descartes pExpL Toug oUyxpovoug Bewpntikoug, moAlol dphocodol Bswpolv tov
EOUTO QTOMLKLOTIKO, OTTOMOVWHUEVO KOL QVIOTOPLKO, UTIOBETOVTag OTL Ta KPLTAPLOL TIOU
kaBopilouv TNV NOKI TAUTOTNTA EVOG ATOMOU SLAXPOVIKA Elvoll OVEEAPTNTA ATIO TO KOWVWVLKO
r\aiolo oto omnoio evtdooovrat. 9 Aré tnv kavtiavr otk ywvia, n autovopia eivat n ovoia
QUTOU TIoU amaltel N nOwn amo spéva. To BaoKO TEPLEXOUEVO TOU KOBKOVTOC Hou glval o
avtokaBoplopde, SnAadn n nOkn Hou urtoxpEéwon eivat va KUBEPVW ToV EQUTO Hou, SnAadn
va eipat évag «Sikalog KuBepvATNG Twv MPALewV Hou». Q¢ Kuplapxog TOU EQUTOU POV glpat

UTIOXPEWHEVOC va AaUPAvVW HEAETNUEVEC Kol TEKUNPLWUEVEC amodACELC Xwplc va

9 Rosemarie Pohlmann, “Autonomie,” in Historisches Wérterbuch Der Philosophie Online, ed. Joachim Ritter et
al. (Basel: Schwabe Verlag, 2017), 701.
100 Tom L. Beauchamp and James F. Childress, Principles of Biomedical Ethics, Seventh edition (New York,
Oxford: Oxford University Press, 2013), 101.
101 Elisabeth Hildt, “Predictive Genetic Testing, Autonomy and Responsibility for Future Health,” Medicine
Studies 1, no. 2 (2009): 143, https://doi.org/10.1007/s12376-009-0017-5.
102 Anne Donchin, “Autonomy, Interdependence, and Assisted Suicide: Respecting Boundaries/crossing Lines,”
Bioethics 14, no. 3 (2000): 187-88, https://doi.org/10.1111/1467-8519.00190.
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ennpedlopal and GUOLKEG ETUPPOEC KL KOLVWVLKEG APXEG, TIPAYLA TIOU CNUALVEL OTL NBKA
glpal UTTOXPEWHEVOC VO evpepwvopaL.l% H autovopia avadépetal otnv tkavotnta va €xel
kaveig €AevBepn BouAnon kat va mpoPaivel o€ 0pBOAOYLKEG EKTIUAOCELS HE O TOU
npwtoBoulia. O Immanuel Kant avtidapBoavotayv Thv oUTOVOULIO WG «TNV €MLBOAR VOUWY OTOV
£aUTo Tou» % dnhadn, to va propsi kaveic va kabopilel TI¢ TPAgeLg Tou pe Baon tn Sikr Tou
Aoy ocUpPwva pe ta NOka aflwpoata. Q¢ ek ToUTOU, N AUTOVOULa CUVOEETAL PE TNV

OUGCLOOTIKA amooadrvion Twv VAOYWV apEewv Ttou. 1%

‘Evag eVOANQKTIKOC TPOTIOC KATavonong TG autovopiog Baciletal oto €pyo tou John Stuart
Mill. Katd tn &ikrj Tou avdyvwon, n autovouia vositat emiong wg n evbuvapwon mou Sivel
OTO ATOMO TO Skaiwpa va Aappavel Tig SIKEG Tou amodAoeLlg, va kaBodnyeital amo Tig SIKEC
Tou afiec kot embupicg, epdoov autéc Sev pokarolv BAGBN otouc dAouc.1% H Suvatdtnta
va el kavelc Tn {wrn Tou aUBEVTIKA Kol va £ival EUTUXLOUEVOC CUUPWVA LE TIC SLKEG TOU

T(POTLUNOELG amoTeAel Baolkd cuoTATIKO AUTAG TG avtiAnyng TG auTovouLag.

To tutkd povTéAD TNG autovouiag otnv atplki NOWKNA Kot t Pondikn odeilel moANA oto
€pyo Twv Tom L. Beauchamp kat James F. Childress kaBwg kat tng Ruth Faden amo ta téAn tng
Sekaetiog tou 1970. Juvdéetal pe o avtiAndn TnNC ATOULKAC AUTOVOULOC TTOU €PXETAL OTO
TIPOOKAVLO OTNV TPAEN WG evnUEPWMEVN ouvaiveon 1 Aapvnon evog acBevoug oe pla
TPOTEWVOpEVN Sldyvwon 1 Bepameial?”: KdbBe iatpikli mopéupaocn xpeldletal €K TWV
MPOTEPWY TN ouykatdbeon tou evlladepodpevou, €T0L WOTE va Pnv mopaBlaletal n

okepalotnTtd tou. O oegBaocpdc tng autovopiag tou aoBevoug AapBavel umoyn TNV

103 R, Rhodes, “Genetic Links, Family Ties, and Social Bonds: Rights and Responsibilities in the Face of Genetic
Knowledge,” The Journal of Medicine and Philosophy 23, no. 1 (1998): 18,
https://doi.org/10.1076/jmep.23.1.10.2594.
104 Immanuel Kant, “Grundlegung Zur Metaphysik Der Sitten (1785),” in Kants Gesammelte Schriften, 4 vols. 4
(Berlin: Koniglich PreuBische Akademie der Wissenschaften, 1964), 440.
105 Handle so, dass du die Menschheit sowohl in deiner Person, als in der Person eines jeden anderen jederzeit
zugleich als Zweck, niemals bloR als Mittel brauchst.” (Kant, “Grundlegung zur Metaphysik der Sitten (1785),”
429)
»,Denn vernlinftige Wesen stehen alle unter dem Gesetz, dass jedes derselben sich selbst und alle andere
niemals bloR als Mittel, sondern jederzeit zugleich als Zweck an sich selbst behandeln solle.” ( Kant,
“Grundlegung zur Metaphysik der Sitten (1785),” 433)
106 M. Hayry and T. Takala, “Genetic Information, Rights, and Autonomy,” Theoretical medicine and bioethics
22, no. 5(2001): 411, https://doi.org/10.1023/A:1013097617552.
107 Johann S. Ach and Bettina Schéne-Seifert, “»Relationale Autonomie«,” in Patientenautonomie: Theoretische
Grundlagen - Praktische Anwendungen, ed. Claudia Wiesemann and Alfred Simon (mentis Verlag GmbH, 2013),
47.
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QTTALTOUEVN TIPOOTOCLA TOU TIPOCWTIOU OTO LATPLKO TMAALOLO Kat, WG i amo TG OepueAlwdeLg
opxEG oupdwva pe Toug Beauchamp kat Childress, mpémnet va akoAouBeital prima facie amno
nBwn amoyn. Ivpudwva pe T Bewpla Twv TPLWV TpolnoBécswv Twv Beauchamp kat
Childress, o eviLadepOUEVOG TIPEMEL VAL ELVOL LKAVOG VA KPLVEL, SUTEPOV TIPEMEL val AapBAVEL
TEKUNPLWUEVN amddaon, KATOUVOWVTOG TO €UPOG KAl TG CUVETELEG TNG amodacng Tou Kal
Tpitov, n anodacr) Tou MPENeL va AapBavetol xwpic e€wtepikn micon, SnAadr olkeloBeAwg,
A KLE GAAQL AOYLOL: Lot QUTOVOUN TIPAEN amaltel poBeon, katavonon Kat anouoia e§wtepLkov
g\éyxou.1% H apyikr) gotiocn aUTAC TNG OTOULKLOTIKAG €Vvolag TNG QUTOVOMiaG, ATav n
elayLotomnoinon NG EMAyYEAUATIKAG XELPAYWYNONG KAL TOU TIATEPVAALOLOU KOl avtioTola n

av€non pLog YeVIKAG armodoxr tng avefaptnoiag kat tou eEAéyxou Twv acBevwv.1®

Z€ QUTA TNV OTOMLKLOTIKY TIPOCEYYLON TNG AUTOVOULAG, Ta dtopa Bewpouvtal XWPLoTA oo
TOUC GAAOUG HE Opla TTOU UIOPOUV SLKaloAoynpéva va apafLactolVv HOVOo E TN PNTH Kal
gkovola ouykatdBeon Twv autokaBopl{OpeEVWY UTIOKELLEVWY. Ta opla autd kabopilouv Tt
UIopoUV | v UIMOpPOUV va KAVOUV OL EMOYYEAUATIEC oTtov aoBevn Kal umootnpilouv To
Sikailwpa Twv acbevwv va AapBavouy LaTpKES amodAcELS Xwplg adkaloAdyntn emppor) ano
dA\ouc. 0 310 MAaioLo TV YEVETIKWY EEETACEWV KOl TOU TPOANTITIKOU eAEYXOU, O OEBAOUOC
NG autovouiag avadEpetal oTo Sikaiwpa Twv atopwyv va anodacilouv avefaptnta Kot UE
enityvwon av emBupouv va unoBAnBouv oe e§€taon Kal, otn CUVEXELA, av eMBUPOUV va
YVWPILIOUV TIC AETITOUEPELEG TOU AMOTEAECHOTOC TNG e€€TaionG. H autovoula gival emiong to
Swailwpa Tou atOpou va €AEYXEL TO TEMPWMEVO TOU, UE N Xwplg oTAPLEN OE YEVETIKEG
mAnpodopieg, Kal va anopelyel TNV MapEUBoon AAWVY 08 ONUAVTIKEC amodAoeLc {wng, eite
autég Baoilovral oe yevetikég mAnpodopicg eite oe dAAoug mapdyovtec. !t ITig yeveTikég
€€ETAOELC, TO LOVTEAO TNC ATOULKLOTIKAG auTovopiag evdéxetal va BewpnOel mpoBAnUATIKO,

SLOTL ayVOEL TO YyEYOVOG OTL TA ATTOTEAECLOLTOL TWV YEVETIKWY EEETAOEWV EXOUV ETUITTWOELG OXL

108 Beauchamp and Childress, Principles of biomedical ethics, 104.
109 Apita Ho, “Relational Autonomy or Undue Pressure? Family's Role in Medical Decision-Making,”
Scandinavian journal of caring sciences 22, no. 1 (2008): 129, https://doi.org/10.1111/j.1471-
6712.2007.00561.x.
110 Ho, “Relational autonomy or undue pressure? Family's role in medical decision-making,” 129.
111 Lori B. Andrews et al., Assessing Genetic Risks: Implications for Health and Social Policy, New ed.
(Washington: National Academy Press; Marston Book Services Ltd [distributor],; Cariad Ltd [distributor],;
Footprint Books [distributor],; National Academy Press [distributor], 1994), 248.
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HOVO yLa TO ATOMO TIOU TEAEL TNV YEVETIKN €§€TaON, AAAA KAl yLa TOUG BLOAOYLIKOUG GUYYEVEILS

Tou.112

4.2 H Zxeolakni Autovopia

Eite €fetdlel kaveig tnv autovopia oto MAALOLO TWV YEVETIKWY €§eTAOEWY, €lte AAWV
anodpAcEwWVY, TIBETAL TO EPWTNHA TIOLOC ElvVaL 0 pOAOG TWV OXECEWV OTOV AUTOKABOPLOUO TWV
acBevwv. NapoAo mou oL Beauchamp kat Childress avayvwpilouv OTL OL KOWVWVLKEG ETILPPOEG

glval avormodEUKTEC Kol ETLTPENTEC O évav Oplopévo PBadud,!3

OUTA N OUVOTITIKA
Slatunwpévn umtoBeon OTLN AUTOVOULA TWV ATOUWVY QALTEL Lot OXEoN HE AAAOUG avBpwToug
oulnteital eupewg otn Pprthocodia kot TNV NOLKA oo ta TéAn the dekaetiag tou 1980 uno tov
T{TAO TNG «OXECLAKAG auTovouiag». H oxeotakr autovouia Aettoupyel wg cUAAOYLKOG OpOG yLa
SLadopeg BewpnTIKEG TPOOEYYIOELS TTOU £0TLALOUV TNV TPOCOXN TOUC OTO KOWWVLKO TIAQLCLO
KOL OTL( OLKOYEVELOKEG, KOWWVLIKEC, TIOAMTIOMIKEG KOl LOTOPIKEC TIPOUTIOOECELG TOU
avBpwriivou autompoodloplopol. Ol MPWTEG TPOCEYYIoEL auTtoU Tou eidoug BEAncav va
ETIEKTELVOUV MLl UTIEPPBOALKA OTOULKLOTIKY) KoL HOVOTAsupa OpBOOAOYLOTIKI) €vvola TNG
autovopiag, n omola Baociletal otnv WOEa evog Kupiapyou, opBoAoylkol atopou Tou eival
ave€aptnto amod toug AAAOUC, WOTE Vo CUMMEPAABEL Ta avOpwrva XOPAKTNPLOTIKA: TNV
KOWVWVIKOTNTA, TNV EVAAWTOTNTO KOL TN CUVOLOBNUATIKOTATA, YL VO avadEPOUUE HEPLKA
ONUAVTIKA amd autd.'* Apxikd, n évvola tng OXEOLAKNG OUTOVOUIAG TIPOEPXETAL ATO TN
depviotiki dphocodia, avayvwpilovtog OTL oL LKAVOTNTEG KoL oL SEELOTNTEG MOV aattouvTaL
yla TNV EMITUX @QoKnon TNG autovopiag KaAAlepyouvtal Kol ouvinpouvial - R
napepmnodifovtal - and To KOWWVLKO TepBAAOV Tou omolou o §pAoTtng amoteAel evepyo
HEPOC.115 Q¢ ek TOUTOU, N OXECLOKK OLUTOVOUIO EVOWHOTWVEL TIG KOWWVLKEG OXECELG KAL TIG

ETPPOEC TOUC OTLC amodpAoeLC Kot TIC Spdoelc. 116

112 N, Hallowell et al., “Balancing Autonomy and Responsibility: The Ethics of Generating and Disclosing Genetic
Information,” Journal of medical ethics 29, no. 2 (2003): 74, https://doi.org/10.1136/jme.29.2.74.
113 Beauchamp and Childress, Principles of biomedical ethics, 104-5.
114 Schweizerische Akademie der Medizinischen Wissenschaften, ed., Autonomie Und Beziehung. 11 (12):
Selbstbestimmung Braucht Das Gegeniiber, 11 vols. 12 (Swiss Academies Communications, 2016), 17.
115 Marina Oshana, “Relational Autonomy,” in International Encyclopedia of Ethics (Wiley, 2013), 5.
116 Bettina M. Zimmermann et al., “Autonomy and Social Influence in Predictive Genetic Testing Decision-
Making: A Qualitative Interview Study,” Bioethics 35, no. 2 (2021): 200, https://doi.org/10.1111/bioe.12816.
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O touog «Relational Autonomy. Feminist Perspectives on Autonomy, Agency, and the Social
Self» mou empeAndnkav ot Catriona Mackenzie kot Natalie Stoljar to 2000, amoteAsl
ONUAVTIKO opoonpo yia trn dthoocodikr oulitnon rmou akololOnoes.r Autr) édtaoe ypriyopa
KOl OTNV LATPLKN NOKNA - OXL povo emeldn n oculntnon Baocilotnke oe mapadeiypata anod tnv
LATPLKA KOL TN VOONAEUTIKN yla va kKatadeifel Tnv eumdBela Kot TNV avaykn Twv avpwnwy
mou Bplokovtal o€ aCUUUETPES/ AVIOEC OXEOELS e€ouaiag Kal e€aptnong. Mia mpoomabela
Va LETATPATIOUV ETTOLKOSOUNTIKA KoL BETIKA TETOLEC TIPAYLATIKEG OXEOELG E€APTNONG, N oMol
€lvall ONUAVTLKH YLO TOV EMOYYEALATIKO NOKO SLAAoyo, EyLve Pe TNV avamtuén tng Aeyopevng
«care ethics» ano tnv Carol Gilligan. 2tn peAétn tng «/n a different voice», n Gilligan £€6goe tn
dpovtida twv andpwv oto eTiKEVIPO Twv NOKWY MpoPAnuatiopwy kat v tn Bewpnoe
avtiBetn npog tnv avBpwrivn avtovouia.® H nBkn tng ppovtidag amoteAel pa onpavTki

ekbNAwon tng pepvioTikAG NOKAG, aAAd Sev e§avTAel TV €vvola TNG OXEOLAKIG CLUTOVOLLAG.

Av avopwtnBel Kavelg OXETIKA LE TN onupacio TwV OXECEWV yla TNV autovouia, pmopet va
Slokpivel Baotkd SUO MPOCEYYIOELG. ITNV TTPWTN TIPOCEYYLON, TIOPATNPELTAL EUMELPLKA OTL Ol
avBpwrol dgv yevviouvtal wG autovoua, Aoylkd ovia, aAAd eéedicoovtal og TETola HOVO
Xapn otnv mepitexvn kot MoAVeT ppovtida kat ekmaidevon. Ztn SeUteEPN MPOCEYYLON, ATO
dAocodLKr) OKOTILA, OL OXECELG VOOUVTOL WG BACLKO CUCTATIKO TNG AVTIANY NG TNG AUTOVOULOG.
Emopévwg, n autodlabeon 6ev umopel va evwonBel kat va StatumwBel Bewpntikd xwpig To

r\aiolo oxéonc. Ot SVo mpooeyyioelg Sev amokAeiovv og kapia epintwon n pia tTnv GAAn.1°

H B6¢on, obudpwva He tnv omoila To «oxetilecbal» eival cuoTaTKO yla TV £vvola TNG
autovouiag, dedopévou o avBpwrog Sev pmopel va uTtApEeL EEw T TLG KOWVWVLIKEG OXECELG,
OKOUN Kal otnv (8la TNV Kotavonon tng TAUTOTNTAG TOU, QVIUTPOCWIEVUETOL QMO HLa
T(POCEYYLON TNG OXECLAKNG AUTOVOULag, Omou n autodldBeon eival evwololoylkd eupUtepn
amo TNV autovopia AnYPng anopacewv, n onola AmoTeAEL TO EMIKEVTPO TOU TUTILKOU LOVTEAOU
LaTpKN ¢ deovtoloyiag tTng ouvaiveong HeTa amnod evnuépwon. ETol, o€ auth TV avayvwaon, n

OXEOLOKA auTtovouia Voeital Katapxds we n avotnta va (el Kavelg pa avtokaBopllopuevn

117 catriona Mackenzie and Natalie Stoljar, Relational Autonomy: Feminist Perspectives on Automony, Agency,
and the Social Self (New York: Oxford University Press, 2000).
118 carol Gilligan, In a Different Voice: Psychological Theory and Women's Development (Cambridge: Harvard
University Press, 1993).
119 Schweizerische Akademie der Medizinischen Wissenschaften, Autonomie und Beziehung. 11 (12), 15.
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{wn movu Slataocostal cupdwva pe TG SkEG Tou afieg kal embupieg (eminmedo dpdong ka
Tpomou I{wnc). AsUTEPOV, €XEL KOVEIC IOl EIKOVO TOU €0UTOU TOU WG autokaBopl{opevou
TIPOCWTIOU, TOU OMoiou n avamtuén kat n Umapén €aptwvtal PE Tn CEPA TOUG amod TV
avayvwplon aAMwv avBpwnwv kot Beopwv (emimedo SLOKELUEVIKA UTIOOTNPLOUEVNC
autoyvwoiag kat tautotntag). H Baocikn WEo QUTWV TWV TIPOOCEYYIOEWV TNG OXECLAKNG
ouUTOoVOLaG elval OTL yLO TO ATOUO, O AUTOTIPOCSLOPLOUOG SEV UTOPEL VA avayVwpPLoTEL Kot va

Kataotel Blwpa €w amo TG OXETELG KO TLG SOMEG.

Ol SL0TPOCWTIKEG OXECELC KOL TO KOWVWVLKO TAQOLO €lvol TOo PEGO TOU AQpBAVEL Xwpa N
autovouia, oto omoio oL AvBpwroL BLWVOUV TOV €QUTO TOUG WG AUTOVOHO KOL OTO OToLo
urtopouv va BePfawwbBolv otL fouv T Ok Toug, auBevtikn Iwh. M elkova ToU
xpnotuoroleital otn BLBAloypadia yla va anekoviosl autr) tTnv évvola TG QUTOVouLaG ivat

0 XOpOG TOU TAVYKO, 0 omoilog Sev pmopel va ekteAeotel povog, ald poévo oe Levydpa. 1?0

ISLaitepa oTNV KALVIK YEVETIKI, N EMLPPON TWV KOWVWVLKWV OXECEWV avayvwpiletal 6Ao Kat
NePLoooTePO. 2! EUMELpIKEG £pEUVEG £XOUV ETURBERALWOEL OTL OL OLKOYEVELAKEG TEMOLONOELG
ouxva ennpealouv tn ANPnN anoPAcewV yla YEVETIKEC EEETAOELG, LOLWE OTLG TIPOYVWOTIKES
VEVETIKEC £EETAOELG, OMOU N amodoon ylo e€€taon 6ev AmMoKAAUTTEL HOvo TANPodopleg
OXETIKA UE TO €EETATOMEVO ATOMO, AAAA QTOKAAUTITEL ETUITAEOV YEYOVOTA OXETIKA LLE TOUG
BloAoykoU¢ ouyyeveic.'?? Q¢ ek TOUTOU, OL CUYYeVeiC AapBAvouv €miong MPOYVWOTIKEC
TANpodopleg OXETIKA HE TOUCG KIvOUVOUCG aoBevelwv KoL CUVEMWG HUmopel va Bpebouv
OVTIHETWTTOL PE TNV amodaon v BEAOUV 1 OXL VO TPOYLOTOTIOW)C0UV HLa TEToLO EETaoN.
Emeldn kaBe dtopo €xeL to Sikalwpa va yvwpilel, aAAd Tautoxpova Kot To Sikaiwpa va pn

123

yvwpilel mAnpodopieg yevetikol Kwvduvou,? autd odnyel oe mBava SAnpuoto €dv to

dtopa TN i8log oKoyEveLag €xouv SLadopETIKEG POTIUA oL, 124

120 schweizerische Akademie der Medizinischen Wissenschaften, Autonomie und Beziehung. 11 (12), 17.
121 Ho, “Relational autonomy or undue pressure? Family's role in medical decision-making,” 134.
122 Roy Gilbar and Sivia Barnoy, “Companions or Patients? The Impact of Family Presence in Genetic
Consultations for Inherited Breast Cancer: Relational Autonomy in Practice,” Bioethics 32, no. 6 (2018): 378,
https://doi.org/10.1111/bioe.12448.
123 R, Andorno, “The Right Not to Know: An Autonomy Based Approach,” Journal of medical ethics 30, no. 5
(2004): 439, https://doi.org/10.1136/jme.2002.001578.
124 Hallowell et al., “Balancing autonomy and responsibility: the ethics of generating and disclosing genetic
information,” 77.
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Kedpalairo 5

NMpolmnoBoelc yia tnv Autovopuia:
'vwon ko Ztaon

H SloBeolpdtnTa yeveTlkwy e€eTA0EWV TIOU pmopoUlV va TipoBAéPouv Stadopes popdEg
avolag odnyel toug avBpwToug, Wlwg ekElVOUG e BETIKO OLKOYEVELAKO LOTOPLKO, va BETouv
To epwtnua: Mpémnet va utoBAndw oe estaoeig; ANA Toleg TTANPOodOpPLEG Elval amapaitnTeg

yla va An¢BOei pia avtévoun anodaon;

O YeVETIKOG EAeyX0G - 0 oUyKPLON UE AAAO £(6N LOTPLKWV EEETACEWVY - GOAVEPWVEL OXL LOVO
Tov kivBuvo yla éva dtopo, oM@ kat ylo dAa pHéEAn TG olkoyEVeldg Tou? yi' autd kal n
anodacn Unopel eniong va 0dnynoet os éva SiAnupa petafl autovopiag Kot Kabrikovtocg -
avAaAoya pE TO OGO Eviova e§LOOPPOTIW TLG SLKEG OV ETILOUULEG LE EKELVEG TNG OLKOYEVELAG
LOU KoL TNV €uBUVN ToU £XW QTTEVOVTL OTNV OLKOYEVELA LOU 1} OTNV €PEUVA, KAL TNV EUPUTEPN

KowwviaL.

Mépa amo TG YVWOELG OXETIKA LLE TN YEVETLKA KAL TNV AVOLA, N OTACN OXETIKA HLE TLG YEVETIKEG
€€eTAOELG KOL OL TETOLOACELG YLOL TOV YEVETIKO VIETEPUVIOMO WUmopel va Sadpapaticouv
KaBoploTikd polo otn ANPn amopAacswv Kal armoTteAoOUV TNYEG TOPAVONOEWVY - OL OTIOLEC

ouxva amoteAouv Tn Bdon yia tnv avtévoun AnPn anoddcewv.

5.1 levetiko¢ NTeETEPULVIOMOG - ETtLlyeveTIK

O YEVETIKOC VIETEPULVIOMOC lval N LOEA OTL OUCLOOTIKA E(UXOTE TA YoviSld LA - OV Kal Ol

neptBalovtikoi mapdyovie¢ mailouv emiong polo.'?®* H Bewpia tou PAaoctikol

125 Michael Arribas-Ayllon, “The Ethics of Disclosing Genetic Diagnosis for Alzheimer's Disease: Do We Need a
New Paradigm?,” British medical bulletin 100 (2011): 8, https://doi.org/10.1093/bmb/Idr023.
126 Hub Zwart, “Genetic Determinism,” in Encyclopedia of Global Bioethics, ed. Henk ten Have (Cham: Springer
International Publishing; Imprint: Springer, 2020), 1.
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VIETEPULVLOMOU (germplasm), n omola mpotaBnke amno tov August Weismann to 1892, jtav n
npwtn Bewpla yla TNV MPOEAEUON TOU YEVETIKOU VIETEPULVIOHOU. Mpodtelve OtL OAoL ol
opyaviopot €xouv SU0 TUTIOUG KUTTAPWY - TAL CWHOTIKA KUTTOPOL KOL TOL YEVVNTIKA KUTTAPA KoL
ETLVONOE TOV OpO PAOOTIKO TMAGOUA yla TO KANPOVOWNGOLUO UAIKO TIOU TIEPLEXETAL OTO
EOWTEPLKO TWV YEVWNTIKWY KUTtapwv. O Weismann umoothiplée OTL T0 meplBailov R oL
efwteplkol mapayovteg Sev £xouv Kapia emippor] oto PAACTIKO MAACHA I] OTO XOPOKTNPLOTLIKA
TIOU QTTOKTA £€VA ATOMO KOl OTL AUTO KAnpovouEeital auotnpd He povodpoun petadopd anod

TOUG YOVELG oTOoUG amnoyovouc.t?’

O £1KOOTOG aLwvag o £XeL emtiong avadepbei we o «alwvag Tou yovidiou»!?8 gekivnos pe
NV €K Véou avakaAuyn tou £pyou tou Gregor Mendel kat kopudwONKe Pe TNV €Mionun
avakoivwon tng OoAokAnpwong NG Tmpoomnddelag oAAnAouxiong Ttou avOpwrivou
yovidtwpatog to 2000.12° H avakdAun tng Sopng tou DNA amd touc James Watson kot
Francis Crick oe cuvbuaouo pe ta kpuotaAloypadikda dedopéva mou napnyaye n Rosalind
Franklin oé6niynoav otnv 16¢a 6tL To avBpwrivo yovidiwpa, ypaupévo os éva aldapnto
voukAeotidiwv, Ba pmopouoce va eival to KAeWSi yla to EekAeibwpa Twv puotnplwv Tng
avBpwrvng vTtapénG. Gawvotav duvatd, OXL LOVO VO UMOPECOULE VA YVWPLOOUE TOV EQUTO

pac, aAAd Ko val Ttdpou e tAnpodopiec yia to péAov pag. 130

H ouZfitnon duon-avatpodn (nature-nurture)3- pe tn pvon va TAUTIETAL PE TN YEVETIKE KOG
npodlabeon kat n avatpodn e To (Kowwviko) meptBaiiov-, dAAage anod puon oe avatpodn
Kol To avtiotpodo OapKETEC PopEC pEoa oTov TeEAeuTaio alwva. AOyw TWV YVWOEWV TIOU
T(POEPXOVTAL OTIO TN YEVETIKN, 0 cuvOUaoud e tn Bewpia Tng €§€AEnG Tou Charles Darwin,

132

ETUKPATNOE TO Ttapadelypa TG pUONG To omoio emnpedotnke anod tov Francis Galton,32 kat

127 August Weismann, Das Keimplasma, 1st ed. (Jena: Fischer, 1892),
https://deutschestextarchiv.de/book/show/weismann_keimplasma_1892, 268.
128 Evelyn Fox Keller, The Century of the Gene, with the assistance of Evelyn F. Keller (Cambridge, MA: Harvard
University Press, 2000), https://ebookcentral.proquest.com/lib/kxp/detail.action?doclD=3300495, 1.
123 7wart, “Genetic Determinism,” 1.
130 Zwart, “Genetic Determinism,” 2.
131 Alice H. Eagly and Wendy Wood, “The Nature-Nurture Debates: 25 Years of Challenges in Understanding the
Psychology of Gender,” Perspectives on psychological science a journal of the Association for Psychological
Science 8, no. 3 (2013): 340, https://doi.org/10.1177/1745691613484767.
132 G, E. Allen, “The Social and Economic Origins of Genetic Determinism: A Case History of the American
Eugenics Movement, 1900-1940 and Its Lessons for Today,” Genetica 99, 2-3 (1997): 78,
https://doi.org/10.1007/bf02259511.
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€TOL TO EVYOVLKO Kivnpa yvwpLoe LeyaAn avoiwon. Mpwta oto Hvwpévo BaoiAelo, oTn cuveExeELa
ot HMNA kat katd tn Slapkela tou B' Maykoopiovu MoAépou otn Meppavia oL EUYOVIOTEC
avemTuéav €PEUVNTIKA TPOYPAUUATA Yyl va Tipocdlopioouv tov Babuod otov omoio
XOPOKTNPLOTIKA OMWwG N vooog xopeia Huntington, n todAwon, n Kwdwaon, n vontikn
uoTépNon, N vonuoouvn, O aAKOOAlOpOG, n oxWodpévela, n poviokatddbAupn, n
EMAVAOTATIKOTNTA, O VOMOSIOMOC, N TOPVELD Kal n Aapon ovootolwv kabBopilovtav
YEVETIKA. 133, Adyw twv emotnuovikwy e€elifewv Kat AOYW TwV TIOAMTIKWY KOl KOWWVLKWY
e€eliewv, n avatpodn Eywve kuplapxn KoL n €otiaon HETATOMIOTNKE TPOG TOUG
TePLBAANOVTIKOUG KOl  KOWWVIKOUC Tapayovtes. Qotdéoo, Kotd T  OSlapkela TG
T(POTIAPAOKEUAOTIKAG TIEPLOSOU TOU «TPOYPAppaTOG avBpwriivou yovibSiwpatog» (Human
Genome Project, HGP), n eotiacon petatoniotnke Eova oTig KANPOVOULKES TIPOSLaBETELG, OOV
N KOWWVLKN €TLTUXLO N vonuoouvn, N GTWXELA 1) N OTACH ATMEVOVTL OTNV EYKANUOATIKOTNTA

davnke va kabopiletal katd KUPLO AOYO OO Ta Yovidld pag.

H teAeutaia peyaAn aAlayn ouvéPBn oto mAaiolo 1 w¢ amotéAeopa tou HGP, to omoio
embiwse va PBpel yevetikég autieg kot Bepameieg yla OAeg g avOpwrniveg aoBéveteg.t3*
Fpriyopa éywve cadeg otL dev mpeénel va Aappavovtatl unoyn povo ta mepinou 23.000

135 qAAG OTL Ta KUTTAPQ €XOUV £VOL CUYKEKPLUEVO TIPOTUTIO £Kdpaonc Mou (owe va

yovidia,
ennpeaotel anod to nepBAAlov evog opyaviopou kaB' 0An t Stdpkela g {wAG TOU Kal va
odnynoeL oe GaLVOTUTILKEG aAAAYEG, TTOU £€XOuV emiong T Suvatotnta va petafalouv Tov
Kivbuvo epdaviong oplopévwy aoBevelwv. Autd pmopel va e§nynBel amo éva moAUTAoKO
Siktuo Tpomonotjoswv tou DNA, TwV MPWTEIVWY LOTOVWV KoL Tou Babpol cucKevaoiog Tou
DNA mou ovopdlovtol ETLYEVETIKA onuadia. OL TPOTOMOLNCEL] OUTEG WUMOPEL va
nep\appavouv peBuliwon tou DNA, TPOTMOMOLOELS TWV LOTOVWY, avadlapopdwaon Tng
Xpwpotivng Kot microRNA.136 O oplopdg tne ETUYEVETIKAG OVOPEPETOL OTO OTL OL LOPLOKEG

Tpormomnol)oelg  1ou  odelhovtar  oe  meplBarloviikég  ekBéoelg  oto  DNA,

oupnep\aUBAVOUEVWY EKEIVWV TIOU ELVOL ECWTEPLKEG OTOV OPYOVIOUO, €lval aveEAPTNTEC

133 Allen, “The social and economic origins of genetic determinism: a case history of the American Eugenics
Movement, 1900-1940 and its lessons for today,” 77.
134 Miranda R. Waggoner and Tobias Uller, “Epigenetic Determinism in Science and Society,” New Genetics and
Society 34, no. 2 (2015): 186, https://doi.org/10.1080/14636778.2015.1033052.
135 Zwart, “Genetic Determinism,” 2.
136 Stephanie A. Tammen, Simonetta Friso, and Sang-Woon Choi, “Epigenetics: The Link Between Nature and
Nurture,” Molecular aspects of medicine 34, no. 4 (2013): 753, https://doi.org/10.1016/j.mam.2012.07.018.
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and tnv aAnhouxia Tou DNA kat ptwtikd otabepéc.t3” Q¢ ek ToUTOU, N EMLYEVETIKY EXEL
TonmoBetnOel W pla SUVNTIKA OVTL-VIETEPULVIOTIKA TIPOOEYYLON Kol €XeL avadelyBel wg
onpovtiki SUvopn oTo MAALOLO YL TNV KATAVONnon TG oxéong LeTagu dpuong Kal avatpodng.
To eMIyeVeTIKO TIPOTUTIO pmopel va aAagel kab' 0An tn Siapkela tou Bilou pog amo plo
mpwun eumelpia wng, meptParlovtikn €kBeon 1 Statpodikn Katdotaon Kal Umopel va
kaBoploel tnv gpudavion, tTn cupmepldopad, Thv aviidpacn oto OTPEC, TV gvalodnoia oe

a0B£VELEG, KON Kal TN pakpolwia pogt® (oxAua 7).
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IXANA 7: EMLyeVETIKOL UNXOVIOMOL: cUVEEoN HETAD TTEPLBAAAOVTIKWV MAPOYOVIWY KOl
dowotunikwv aAdaywv Kab' 6An t didpkeia tng IwWAG
(mpocappocpévo and (Tammen, Friso, Choi 2013: 754).

Qoto00, UnMopel TauTtoXpova Va TIPOWBN oL pLa VEA Lopdr) VIETEPULVIOUOU, TTOU aVASELKVUEL
ToV onuaivovia poAo Tou TEPBAAAOVTOC KOl TNG CUUTEPLPOPAC OTOV KABOPLOHO Twv
QTOMLKWY XAPAKTNPLOTIKWY KOl OKOUN KAl TOU €KPPOOUEVOU YEVETIKOU KWOLKA TwV
HeAAOVTIKWV yevewv.® Me pia eupltepn évvola, dépvel emiotnpovikd SeSopéva otnv
kAaowkr] oulitnon yoviSiou-meptBdAiovtogt*® kat umopel va e€aptdtal and tov tpdMo
ETIKOLVWVIOC 0V KATIOLOG TO avTIAaUBAVETAL WG pLa eukatpia va aAAAEeL To HEANOV TOU KoL val

ipoomaOroeL evepyad va TPoAdBel pla acBevela.

137 Yuanyuan Li, “Modern Epigenetics Methods in Biological Research,” Methods (San Diego, Calif.) 187 (2021):
104, https://doi.org/10.1016/j.ymeth.2020.06.022; Waggoner and Uller, “Epigenetic Determinism in Science
and Society,” 177.
138 Tammen, Friso and Choi, “Epigenetics: the link between nature and nurture,” 753.
139 Waggoner and Uller, “Epigenetic Determinism in Science and Society,” 178.
140 gjrgitta Mc Ewen, “Epigenetics and Learning,” Trends in Neuroscience and Education 4, no. 4 (2015): 108,
https://doi.org/10.1016/j.tine.2015.11.002.
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H eniyvwon twv menolBroewyv Tou KOWoU CXETIKA LE TOV EAEYXO TNG YEVETIKNG EKPpaonG Kal
Ol OXEOELC ME TIC avIANPEel ylo tnv evalwobnoia kal tn ocofopdtnta €vavtl Tou
VTETEPULVIOMOU Ba pmopoloav va evioxUoouv tn PeAAovVTIKN culAtnon ywa TV dnuoola

141 MéxpL ofpepa, umdpxouv oAU Alya péoa ylo Thv £EETAON TWV TEMOLOAOEWY

vyela.
OXETIKA LE TOV YEVETIKO VTETEPULVIOUO. O Johannes Keller (2005) avémntuée tnv kAipaka «Belief
in Genetic Determinism» (BGD), n omoia £€etdlel Tn BloAoylkn cuvioTwoo Tou PuXoAoyLkou
ouoLoKPATIOMOU. OL mpotdoelg mepAaUBAVOUV aTOYELG OXETIKA ME TN ocupmepLpopd, TLG
SLOVONTIKEG  LKAVOTNTEG, TO TIPOOWTILKA XAPOKTINPELOTIKA Kat Ttov oAkooAlopd.*? To
epwWINUATOAOYIO0 «Public Understanding and Attitudes towards Genetics and Genomics»
(PUGGS) nepthapfavel OxL LOVO OTOLXELQ OXETIKA LLE TNV TILOTN OTOV VIETEPULVIOMO, AAAA Kall
VVWOELC OXETIKA HE TIG aAAnAemibpaocelg yovidiou-mepBAAAOVTOG Kal ylo Th ouyxpovn
YEVETIKA KoL YOVLOLWHOTIKY, KABWE Kal OTACELS amévavtl otnv edpappoyn tng olyxpovng
VEVETIKAC KOl TWV YOVISIWHATWY Kot avarttuxOnke oe dottntég maveniotnuiov.*? Qotdoo,
€VOL TILO TIPONYMEVO YPUXOUETPLKO TTAQLOLO WE TN Xprion tng avaluong Rasch kal éva PeyAaAo
Selypa mpomtuxlakwy doltnTwy tne Bopelag APEPIKNC TEBNKAV EPWTAHUATA OXETIKA HE TN
AELTOUPYLKOTNTA TNG KATOOKEVOLOTLKNA G EYKUPOTNTAG TNG BGD Tou PUGGS AOyWw YUXOUETPLKWV
Kot Bewpntikwy avnouxwwyv.** Eva epwtnuatoAdylo mou e€eTdlel TG MEMOOAOEL TOU
VEVIKOU TIANBUCLOU OXETIKA UE Ta yovidla Kal tnv Uyeia, oL omoiec Oa pmopovocav va
XOPOKTNPLOTOUV VIETEPULVIOTIKEG, avamtuxbnke amo toug Parrott k.d. (2012). To teAko
epyaleio amoteAeital ano 14 otowela, emtd poptilovral 6TOV MAPAYOVTO «ATIENR» Kal 7

OTOV TIAPAYOVTO OUCLOKPATIO» KAl TTAPOUCLALeL KA ecwTEPLKN aglomiotia. 14

141 Roxanne Parrott et al., “Health Communication, Genetic Determinism, and Perceived Control: The Roles of
Beliefs About Susceptibility and Severity Versus Disease Essentialism,” Journal of health communication 17,
no. 7 (2012): 765, https://doi.org/10.1080/10810730.2012.677301,
https://pennstate.pure.elsevier.com/en/publications/health-communication-genetic-determinism-and-
perceived-control-th.
142 Johannes Keller, “In Genes We Trust: The Biological Component of Psychological Essentialism and Its
Relationship to Mechanisms of Motivated Social Cognition,” Journal of personality and social psychology 88,
no. 4 (2005): 686, https://doi.org/10.1037/0022-3514.88.4.686.
143 Rebecca B. Carver et al., “Young Adults' Belief in Genetic Determinism, and Knowledge and Attitudes
Towards Modern Genetics and Genomics: The PUGGS Questionnaire,” PloS one 12, no. 1 (2017): e0169808,
https://doi.org/10.1371/journal.pone.0169808.
144 Robyn E. Tornabene, Gena C. Sbeglia, and Ross H. Nehm, “Measuring Belief in Genetic Determinism: A
Psychometric Evaluation of the PUGGS Instrument,” Science & Education 29, no. 6 (2020): 1621,
https://doi.org/10.1007/s11191-020-00146-2.
135 parrott et al., “Health communication, genetic determinism, and perceived control: the roles of beliefs
about susceptibility and severity versus disease essentialism,” 771.
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5.2 levetkn Nvwon

Mia amd tig TpoUmoBETELS yLa TNV KATAVONOT TWV OTMOTEAECHATWY TWV YEVETIKWY EEETACEWV
- KOLL ETMOMEVWG Mia Ao TIG KUPLEG TIPOUTIOBETELG yLa AUTOVOUEG AMODACELG UTIEP 1 KATA TWV
VEVETIKWV €EETACEWV - £lval ol BOOIKEC YEVETIKEC YWWOELG. AUTEC tepAapfavouy, mavw o'
OAQ, TN YVWOoN TOU KATA TOCOV €va LOVO Yovidlo ) eplocdtepa yovidla eival amapaitnta ya
TNV avantuén TnG vOooU, KATA TIOCOV TIPOKELTAL YLOL £VOL TIPOYVWOTLKO YovidLlo, To omoio odnyel
HE peydAn mBavotnta otnv ekdnAwon tng vooou, A yla eva yovidlo evatcBnoiag, to omnoio
UTTOSEIKVUEL HOVO pLa TiBavotnTta KlvdUvou, Ko TTou AAAOL TTapAyoVvTEeG, OTtwG To TtEpLBAilov,
n datpodn, n aoknon, nailouv kaboplotikd poAo. H moAumAokotnTa Twv aAAnAeTdpdcewv
HeTaL yoviSiwv evalobnoioag aB£Baing dielodutikdTNTAC Kot TTEPLBAANOVTIKWY TTOPAYOVIWV
KwwdUvou dev elval eUKoAO va katavonBel - akoun kat amno toug eLIkoUG. QoTtdoo, N EMAPKNG
KaTavonon tng YEVETIKAG MAnpodoplag eival amapaitntn ylo tTn CUUHETOXN TOU KOWVOU OTLG
oulnNTNOELG TOAITIKAG OXETIKA HE TIG OIKOLEC Kol QmOSEKTEC XPNOELC TNC YEVETIKNG

rAnpodopiag.146

OL £peuveg urtootnpilouv OTLTO KOO SV KATAVOEL EMAPKWE TN YEVETIKA. 1 ZUudwva pe Tov
Turney (1995), n katavonon TNG YEVETIKNC Ba punmopouos va mepAapBAVEL TOUAAXLOTOV T
akoAouBa Bpara:
e  MeVTeAKr) KANPOVOULKOTNTA KoL KAQLOLKE YEVETLKN
e 1n ¢uon Kal tn Asttoupyia tou DNA
e 0 POAOC TWV TEPIBANAOVTIKWV TTAPAYOVTWY OTH YOVISLOKH €kdpacn (EMLYEVETIKN)
e TNV MOAUTAOKOTNTA TWV AAANAETUOPACEWV PETAED TWV YOVLSLwV
® TN YeVETKA oTo TAaiolo gupUTEpWV Blodoylkwyv culntrioewyv (ylo mopddelypa, oto
mAaiolo TN¢ Lotopiag tng BloAoyiag, CUUMEPIAAUBAVOUEVWY TWV ETIXELPNUATWY TWV
ETIKPLTWYV TOU ONUEPLVOU LOPLAKOU HOVTEAOU)
e KOWWVLIKA lotopla TNG VYevetlkng (m.X. euyovikn, oulntnon yw Tto 1Q Kat

KowwvioBloloyia). 148

146 | A. Furr and S. E. Kelly, “The Genetic Knowledge Index: Developing a Standard Measure of Genetic
Knowledge,” Genetic testing 3, no. 2 (1999): 193, https://doi.org/10.1089/gte.1999.3.193.
147 A, Stockdale, “Public Understanding of Genetics and Alzheimer Disease,” Genetic testing 3, no. 1 (1999):
139, https://doi.org/10.1089/gte.1999.3.139.
148 Jon Turney, “The Public Understanding of Genetics - Where Next?,” Human Reproduction & Genetic Ethics 1,
no. 2 (1995): 6-7, https://doi.org/10.1179/HRGE.1.2.H6537147261PL215.
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Avamtoxtnkav Sladopa epWTNUATOAOYLA Yla va €EETAOCTEL N KATAVONON TWV YEVETIKWY
EVVOLWV 0o Tto Kowo. O «Aesiktng levetikng Mvwong» (Genetic Knowledge Index, GKl)
anoteAel Eva eTKUpwWHEVO gpyaleio pe amodektr eowtepikr) aflomiotia (Cronbach's a =
0,74), amote)eital amno névie otolxeia Kal mepNAUPBAVEL EPWTHOELG OXETIKA UE TNV «TIPOANYN
KaL TN Bepameion, TOV «VIETEPULVIOUO», TIC «PUAETIKEG akadNUAIKEG Sladopégy, To «UdVOo oL
UNTEPEC propoLV va HeTaBLBdoouv ta yovidia» Kal to «avOuylewvo».1? O Jallinoja kat Arja
(1999) avémtuéav éva epwTNUATOAOYLO e 16 oToLXEla TTOU PLETPOUV TIC YVWOELS YLa TO yovidia
KOl TNV KANPOVOMLKOTNTA YEVIKA, KABWE KAl TIEVIE OTOLXELO OXETIKA UE TIG YVWOELG yLa TNV
gvalodnoio o xpovieg aoBEveleg YeViKA. >0 OL TPOTAOELS TWV YEVETIKWY YVWOEWV UITOPOUV
Va XWPLOTOUV O€ KETLOTNHOVLIKA yeEyovoTa Tou oxetilovrtal pe ta yovidia» (otoweia 1-11) kat
o€ «€VVOLEC ToU oxetilovtal pe TIG aoBéveleg» (otowela 12-16) kat £xeL xpnotpomnotnel ko

Bl av kalt 1o epwtnuatohdylo Sev €xel erukupwOel. To

amd AAAOUG EPEUVNTEC,
EPWTNUATOAOYLO EMLKOLPOTOLNONKE amo toug Fitzgerald-Butt et al. (2016) kat katéAnée og Eva
epyoleio 18 otolyeiwv To omoio emkupwOBnke amd toug ocuyypadeic pe yoveig madlwy pe
ouyyeveic kapdlakéc avwpaiiec. > Alarmotwdnke OtL pa Avon SUo mapayoviwy Tapldlet
kKaAUtepa. O mapdyoviag 1 xapaktnplotnke wg «ePapUOOUEVOC» KAl TIOPOUCLOOE KaAR
eowteplkn aflomotia (Cronbach's a = 0,73), evw o mapdyovtag 2 Xapakinpiotnke wg
«Baokoc» Kal gixe amodektr eowteptk afomiotia (Cronbach's a = 0,68).1°3 Ot Henneman

K.d. (2004) a§loAdynoav TLG YEVETIKEG YVWOELG XPNOLLOTIOLWVTOG EPWTNOELG TTIOU ETUAEXBNKAV

arno tn PBBAoypadia (Jallinoja 1999 kat Furr) kaBwg Kal VEEC TOU avamTtuxbnkav, HE

149 Furr and Kelly, “The Genetic Knowledge Index: developing a standard measure of genetic knowledge,” 196.
150 pjia Jallinoja and Arja R. Aro, “Knowledge About Genes and Heredity Among Finns,” New Genetics and
Society 18, no. 1 (1999): 102, https://doi.org/10.1080/14636779908656892.
151 sysanne B. Haga et al., “Public Knowledge of and Attitudes Toward Genetics and Genetic Testing,” Genetic
testing and molecular biomarkers 17, no. 4 (2013): 329-30, accessed July 20, 2022,
https://doi.org/10.1089/gtmb.2012.0350,
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC3609633/pdf/gtmb.2012.0350.pdf; Sawsan I. Khdair, Walid Al-
Qerem, and Wassan Jarrar, “Knowledge and Attitudes Regarding Genetic Testing Among Jordanians: An
Approach Towards Genomic Medicine,” Saudi journal of biological sciences 28, no. 7 (2021): 3990,
https://doi.org/10.1016/].sjbs.2021.04.004; P. Jallinoja and A. R. Aro, “Does Knowledge Make a Difference? The
Association Between Knowledge About Genes and Attitudes Toward Gene Tests,” Journal of health
communication 5, no. 1 (2000): 31, https://doi.org/10.1080/10810730050019546.
1525 M. Fitzgerald-Butt et al., “Measuring Genetic Knowledge: A Brief Survey Instrument for Adolescents and
Adults,” Clinical genetics 89, no. 2 (2016): 235, https://doi.org/10.1111/cge.12618.
153 Fitzgerald-Butt et al., “Measuring genetic knowledge: a brief survey instrument for adolescents and adults,”
240.
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QTMOTEAECHA €va EPWTNUOATOAOYLO €VIEKA OTOWXEIWV ME KOAN €owtepkn aglomotia

(Cronbach’s a = 0,68).1>*

AN €pwWTNUATOAOYLO avamTuxdnkav yla tnv ofloAOynon TwV YEVETIKWV YVWOEWV TwV
doltnTwy mavenotnuiov, 6nMwg o epwtnuatoAdylo twv Sinai kot Assaraf (2015)'>°, 1 1o
epwtnuatoAoylo «Public Understanding and Attitudes towards Genetics and Genomics»
(PUGGS) twv Caver et al. 2017, to omoio avamtuxOnke yla va a§LOAOYNCEL TNV TLOTN TWV VEWV
EVNAIKWY OTOV YEVETIKO VIETEPUWVIOUO, TIG YVWOELG KOL TIG OTAOEL TOUG QTEVAVIL OTN
oUYXpPOoVN YEVETIKN Kat tn yovidiwpatiky. To PUGGS nepthapBavel 16 otoyeia (evotnta 4)
OXETIKA PE TLC YVWOELG VLA TN CUYXPOVN YEVETIKA KOL YOVISLWHOTLKA HE AMOOEKT ECWTEPLKN
aflomiotia (Cronbach’s a = 0,7)1°%. Ot Morren et al. (2007) avéntuéav éva epyaleio yia
HETPNoN TN avtilapBavouevng yvwong e 11 otoleia yla ta onola oL epwtwievol SHAwoav
To O1KO TOUG EMIMESO YVWONG, TIEVTE OTOLXELOL OXETIKA HE TIC LOTPLKEG SUVOTOTNTEG Kol EEL

OTOLXELQ OXETIKA LLE TIG KOWWVIKEG OUVETELEG. 1>/

OL peléteg autég delxvouv OTL TO KOO €XEL MLa AOYLKR Kotavonon tng oxeéong Hetagy
yovibiwv, kAnpovoutkotntag kat acBsvewwv.® H uPnAdtepn yvwon €xel ouvdebel pe to
yuvaikeio ¢pUAo, T veodTepn NALKIA, TO OTL KATIOLOG £XEL YEVLKEG TANPODOPLEG VLA TLG YEVETIKEG
e€etaoelg, to uPNAO popdwTikd emtinedo, va eival yovelg, va gival emayyeApatiog vyeiag kot
TNV £0LKEIWON UE TIC VEVETIKEC e€eTdoelc.®° Eva uPnAdtepo eminedo yvwoswv daivetal va
OUVOEETAL JIE HLLOL TILO EUVOIKI) OTAON ATTEVAVTL OTLG YEVETIKEG EEETAOELG, QAN TAUTOXPOVA KOl

HE ML TIO KPLTIKA otdon.® Ie Ola ta emineSo yvwoewv UTHPXE VEVIKA amodoxh Twv

154 Lidewij Henneman, Danielle R. M. Timmermans, and Gerrit van der Wal, “Public Experiences, Knowledge
and Expectations About Medical Genetics and the Use of Genetic Information,” Community genetics 7, no. 1
(2004): 35, https://doi.org/10.1159/000080302.
155 Merav Siani and Orit Ben-Zvi Assaraf, “University Students' Attitudes Towards Genetic Testing: A
Comparative Study,” American Journal of Public Health Research 3, no. 3 (2015): 82—-83, accessed July 24, 2022,
https://doi.org/10.12691/ajphr-3-3-1, http://pubs.sciepub.com/ajphr/3/3/1/ajphr-3-3-1.pdf.
156 Carver et al., “Young Adults' Belief in Genetic Determinism, and Knowledge and Attitudes towards Modern
Genetics and Genomics: The PUGGS Questionnaire,” e169820.
157 Mattijn Morren et al., “Perceived Genetic Knowledge, Attitudes Towards Genetic Testing, and the
Relationship Between These Among Patients with a Chronic Disease,” Patient education and counseling 65,
no. 2 (2007): 198, https://doi.org/10.1016/j.pec.2006.07.005.
158 Advisory Council for Science and Technology Policy, “Social Aspects of Developments in Humand Genetics,”
The Hague, 2001.
159 Henneman, Timmermans and van der Wal, “Public experiences, knowledge and expectations about medical
genetics and the use of genetic information,” 33.
160 Morren et al., “Perceived genetic knowledge, attitudes towards genetic testing, and the relationship
between these among patients with a chronic disease,” 198.

37



YEVETIKWV €EETACEWV KOl avTiAnPn OTL OL YEVETIKEG €EETACELG £XOUV TOOO BETIKEG OO0 Kal
OPVNTIKEC CUVETIELEC. 1% Av Kall UTTAPXEL CUOXETLON METOEY TWV YVWOEWV YO TO yovidla Kot
NG OTAONG OMEVAVTL OTLC YOVIOLOKEG €EETAOELG, N KAAUTEpn yvwon &ev odnyel amAwg oe
£ekaBapn amodoxn.? Aappavovtac urtdPn dtL Sev 08nyolv OAEC OL YEVETIKEC EEETAOELC OF
adtapdplofAtnTa anoteAéopata kat Oty yla mapadelypa, otnv nepimtwon tou APOE €4, n
VEVETIKN €€€taon paAlov TpeEnel va amoBappuvetal, n cupunepidopd autr Ba MpEMEL va
€EETOOTEL TILO IPOCEKTIKA TIPOKELEVOU va SlepeuvnOet av n EAAeldn amodoxng mapatnpeitat
OTIG TIEPUTTWOELG EKELVEC OTIC OTOLEC N YeVETIKN e€€taon Oev odnyel oUTe oe KAAUTEPN

SlayvwoTikr oUTe og KaAUtepn BeparmeuTikn duvatotnta.

5.3 vwon oxetika pe tnv Avola - NpoAnyn

Mo va ektinBouv ta mbava odpéAn Kat oL KivouvoL Tou YEVETIKOU EAEYXOU yLa TNV Avola, gival
ONUAVTLKO VO KATAVONOOULE OXL LOVO TN YEVETIKI TwV Sladopwv TUTIWV AvoLag, aAAA KoL TIG
LOTPLKEC TITUXEC, KOL TIC TTUXEC TG TeplBaAPng tng vooou. Autég meplhapfdavouv thv
EKTINON TNG dUONG TNG AVOLAG, TOU TL ElvVOL YVWOTO yla TNV attodoyia tng, TNV €§EAEN TG
VOOOU TNV avAyKn Urootrplénc.®3? Yrdpxouv akoun mapavoioel, Onwe yla mopadetypa
OTL N Avola anoteAel PEPOG TG Ppuololoyikig Stadikaciag yripavong. OL YVWOELG OXETLKA HE
TNV avola eival Kpiloeg yla tnv €ykatpn Stayvwaon, aAAd KAl yLo TNV EUTTAOKK O€ TIPOCTIAOELEG
npoAnNg ya t peiwon tou kvduvou dvolagt® kat yia tnv kabodriynon Twv VYELOVOULKWY
KoL LTpIKWV amoddoswv.1® Av kal onwe mpoavédepa dev vdiotatal Bepaneia yia Tnv
AvolO, WOTOO0O UTAPXOUV LOXUPEG €VOEl€elg OTL UmMOpoUpE va TpPoAdBoupe 1 va

KaBuoTePOOUUE TNV Avola oTo TEAOG TNG {wn¢ Katd 40%.

161 Jallinoja and Aro, “Does knowledge make a difference? The association between knowledge about genes
and attitudes toward gene tests,” 36.
162 Jallinoja and Aro, “Does knowledge make a difference? The association between knowledge about genes
and attitudes toward gene tests,” 37.
163 . M. McConnell, “Understanding Genetic Testing for Alzheimer Disease: Medical and Epidemiological
Background,” Genetic testing 3, no. 1 (1999): 21, https://doi.org/10.1089/gte.1999.3.21.
164 Alana K. Nagel et al., “What Do the Public Really Know About Dementia and Its Risk Factors?,” Dementia 20,
no. 7 (2021): 2426, https://doi.org/10.1177/1471301221997301.
165 Nagel et al., “What do the public really know about dementia and its risk factors?,” 2427.
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IXAna 8: O 15 TPOMOMOoLAGLLOL MAPAYOVTEG KIVEUVOU yLa Tnv dvola
(oe mapévOeon: Lepidlo KvdUVou o€ MocooTto) (cUwva e Toug Livingston et al. 2020)
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Kartavakwon
akkook [1%)

Koataotoaon
KOmviopoTog
(53%)

YnépPapo (1%)

‘Evag au&avopevog OyKog oTolxelwv UTtooTnPileL OTL OL TOPAYOVTEG KLVOUVOU OTNV TIPWLUN
{wn (ekmaidevon), otn péon Lwn (uméptaon, moxvoapkia, anmwAela akong, eykedalikr) BAABN
Kol Kotaxpnon aAkKooOA) kot otn peTtenelta {wh (kamviopa, KatdbAupn, cwupatiki adpavela,
KOWWVIKN amopovwaorn, StaBntng kol atuoodalplkr) punavon) pnopouv va cupBalouv oe

avénuévo kivuvo avolact®® (oxnua 8).

MapoAo mou unapyetl mAovola BiAloypadia OXETIKA UE TN yVwWon Kal TNV KATAvOonon tou
YEVLKOU KolvoU yla Tnv avola n edikotepa yia tn NA, urtdpxet EAAewdn ocuvoxng LETall Twy
HEAETWY 6000V apopA TOV TPOTIO LLE TOV OTIOLO N YyVWaon TEONKE og epapuoyr KAl OXETIKA LE T
pHEoa ouAoyng deSopuévwy Tou xpnoLionolnonkay, cuunePAAUBAVOUEVWVY ETILKUPWHUEVWV
KALLAKWY. H OUVTPUTTIKY TAELOVOTNTA TWV HEAETWV £MESELEE OTL TO €UPU KOO SLoBETeL
ATAWG UETPLEG EWG UETPLEG YVWOELG KOL KATOVONON KE TNV TILO KOowvh apavonon OtL n avola
elval éva puotoloykd pépog tne yripavonc.t®” H veapr nAwkia, to avdpkd GuAo, To xapunAo

HopdwTkO eminedo, n €BvoTikr HeElOVOTNTA, N ayapia (KN TavIpePEVOL) Kal N UIKPOTEPN

166 Gill Livingston et al., “Dementia Prevention, Intervention, and Care: 2020 Report of the Lancet Commission,”
The Lancet 396, no. 10248 (2020): 414, https://doi.org/10.1016/50140-6736(20)30367-6.
167 Suzanne Cahill et al., “A Systematic Review of the Public's Knowledge and Understanding of Alzheimer's
Disease and Dementia,” Alzheimer disease and associated disorders 29, no. 3 (2015): 255,
https://doi.org/10.1097/WAD.0000000000000102.
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T(PONYOUMEVN eUMELpia Avolag ouvEEovTal e AlyOTEPEG CUVOALKEG/YEVIKEG YVWOELG YL TNV
dvota. %8 H éAN\ewdn yvwoncg Twv TpOmomoLCLUWY TapayovIiwy KvSUVou oTo Koo odeiletal

TUOAVWE 0TA OXETIKA TIPOOPATA KOTAYEYPAUUEVA LOXUPA EUTIELPLIKA oToLEla. 169

MapoAo mou uTtApxEL EVag aplBpog epyaleiwy yla TNV a§loAdynon TwV YVWOEWY OXETIKA PE
TNV Avola, TO TMEEPLOCOTEPA ELVOL ETIKUPWHEVA HOVO OTNV ayyALKn yAwooa f amsubivovtal
o€ yevikoUG LatpoUg i dAoug emayyeApartieg vyeiag.’? To poévo emikupwpévo epyaleio mou
eivat StaBéotpo kat ota yeppavikal’t doo kat ota eAAnvikal’? eivat to «Dementia Knowledge
Assessment Tool 2» (DKAT2). To DKAT2 €xel amodeKTEC EwWC KAAEC PUXOUETPLKEC LOLOTNTEG
o0cov adopad TNV AfLloTLoTIa KoL TNV EYKUPOTNTA KoL AmeUOUVETOL TOOO OTOUG OLKOYEVELAKOUG
$POVTLOTEC OO0 KOl OTOUC PPOVTLOTEG TOU UYELOVOULKOU TIPOOWTILKOU. H yeppavikn €kdoon
ETUKUPWONKE 0TO yeviKO TANBUoUO?’3, evd n eAAnvikr €kdoon emikupwBnke o doLTtNTEC

Yuyoloyioct’4.

5.4 Itdocel anevavtl otig MFevetikég E€etaoslg - Kivntpa kat

Eunodia

Jtnv avola, ot véeg peBodol Slaloyng, oL omoleg MePAAUBAVOUV YEVETIKEC EEETAOELG KAOWG
kal Blodeikteg, €xouv odnynoeL otnv €ykatpn Stdyvwon dtadodpwy TUNWV dvolag, Kabwg Kot

oTNV avixveuon MPoyvwoTkwV yovidiwv 1 yovidiwv evalocbnoiag o€ ACUUMTWUATIKA aKOUN

168 Ryan van Patten and Geoffrey Tremont, “Public Knowledge of Late-Life Cognitive Decline and Dementia in
an International Sample,” Dementia 19, no. 6 (2020): 1758, https://doi.org/10.1177/1471301218805923;
Daniel Lidecke, Olaf von dem Knesebeck, and Christopher Kofahl, “Public Knowledge About Dementia in
Germany--Results of a Population Survey,” International journal of public health 61, no. 1 (2016): 12,
https://doi.org/10.1007/s00038-015-0703-x.
169 Nagel et al., “What do the public really know about dementia and its risk factors?,” 2434.
170 | iidecke, Knesebeck and Kofahl, “Public knowledge about dementia in Germany--results of a population
survey,” 11.
171 Bjrgit Teichmann, Florian Melchior, and Andreas Kruse, “Validation of the Adapted German Versions of the
Dementia Knowledge Assessment Tool 2, the Dementia Attitude Scale, and the Confidence in Dementia Scale
for the General Population,” Journal of Alzheimer's disease: JAD, 2022, https://doi.org/10.3233/JAD-220678.
172 Mara Gkioka et al., “Psychometric Properties of Dementia Attitudes Scale, Dementia Knowledge Assessment
Tool 2 and Confidence in Dementia Scale in a Greek Sample,” Nursing open 7, no. 5 (2020),
https://doi.org/10.1002/nop2.546.
173 Teichmann, Melchior and Kruse, “Validation of the adapted German versions of the Dementia Knowledge
Assessment Tool 2, the Dementia Attitude Scale, and the Confidence in Dementia Scale for the general
population.”
174 Gkioka et al., “Psychometric properties of dementia attitudes scale, dementia knowledge assessment tool 2
and confidence in dementia scale in a Greek sample,” 1623.

40



dtopa mou eite Bpiokovtal og MPOKAWLIKO otddlo, site Sev Ba avamtuéouv noté dvola.l’
AOyw TG paydailog avantuéng TG YEVETIKAG, OO KOlL TIEPLOCOTEPEC YEVETIKEC EEETAOELG Elval
SlaBolpeg, oupnepAapBavoUEVWY TWV AUECWVY TIPOG ToV KatavaAwTth (direct-to-consumer,
DTC) e€etdocswv péow Stadiktuou.’® Ta avapevouevo odEAn, 6rnwe n npdAnydn, n ditdyvwon
kat n Oepameia aoBevewwv, Wiwg moAumAokwv acBeveliwv, bev €xouv avalubel oe
LKOVOTIOLNTIKO eminedo. MoapoAo mou véa yovidla OVOKOLWWVOVTOL CUVEXWC OTa HEoa
EVNUEPWONG, EAAXLOTA €lval yvwoTA yla To Mwg ot paydaieg e€eAifelg otn yeveTIKA €xouv
SLapopdWoeL TG AOPELS TOU KOWVOU OXETIKA HE TLG YEVETIKEG e€eTdOELC, 177 16w ooV adopd

TOV MPOCUUMTWHOTIKO YEVETIKO EAEYXO YL TNV AVOLAL.

Yriapyxet onpoatikn BLBALoypadia oXETIKA PE TNV MPOOEON EAEYXOU YLO AVOLA TWV NALKIWHEVWY
evnAikwvl’®, aMd Alya eival yvwotd yla Ti¢ MenolBAoelg Kal TG OTACEL ATEVAVTL OTOV

VEVETIKO €Aeyxo, 16iwc yia tn NA.Y? EkTtog amo tnv avtthapBavopevn anehr 180

oL TILO cuxva
urootnpldopevol Adyol yla tnv g€€taon ftav n cuuBolr otnv motnuoviky épsuval®l, n
TOKTOTIOL 0N TWV TIPOCWTILKWY UTIODECEWY, N LEPAPXNON TIPOTEPOLOTATWY OTO AUECO TTAPOV

KaL OxL oTo HEAAOV, N TAKTOTIOL O TNG LOKPOXPOVLOG PPovTISag Kal N ITPOETOLLACLA TOU/TNG

75> Wikler, Blendon and Benson, “Would you want to know? Public attitudes on early diagnostic testing for
Alzheimer's disease,” 44; Julie Lake et al., “Genetic and Transcriptomic Biomarkers in Neurodegenerative
Diseases: Current Situation and the Road Ahead,” Cells 10, no. 5 (2021): 1040-41,
https://doi.org/10.3390/cells10051030.
176 pascal Borry, Martina C. Cornel, and Heidi C. Howard, “Where Are You Going, Where Have You Been: A
Recent History of the Direct-to-Consumer Genetic Testing Market,” Journal of community genetics 1, no. 3
(2010): 101, https://doi.org/10.1007/s12687-010-0023-z.
177 Lidewij Henneman et al., “Public Attitudes Towards Genetic Testing Revisited: Comparing Opinions Between
2002 and 2010,” European Journal of Human Genetics 21, no. 8 (2013): 793, accessed June 27, 2022,
https://doi.org/10.1038/ejhg.2012.271, https://www.nature.com/articles/ejhg2012271.pdf.
178 Holsinger et al., “Acceptability of dementia screening in primary care patients,” 373; Michael D. Justiss et al.,
“Patients' Attitudes of Dementia Screening Across the Atlantic,” International journal of geriatric psychiatry 24,
no. 6 (2009): 633, https://doi.org/10.1002/gps.2173; Boustani et al., “Measuring primary care patients'
attitudes about dementia screening,” 812; Wikler, Blendon and Benson, “Would you want to know? Public
attitudes on early diagnostic testing for Alzheimer's disease,” 43; Braun et al., “Acceptance of and attitudes
towards Alzheimer's disease screening in elderly German adults,” 425; Galvin et al., “Psychosocial determinants
of intention to screen for Alzheimer's disease,” 353.
1795, Frost, L. B. Myers, and S. P. Newman, “Genetic Screening for Alzheimer's Disease: What Factors Predict
Intentions to Take a Test?,” Behavioral medicine (Washington, D.C.) 27, no. 3 (2001): 101,
https://doi.org/10.1080/08964280109595776.
180 Roberts, “Anticipating response to predictive genetic testing for Alzheimer's disease: a survey of first-degree
relatives,” 50.
181 Larissa A. Masselink et al., “Attitudes Towards Genetic Susceptibility Testing for Alzheimer’s Disease
Dementia in Cognitively Normal Adults: A Survey Study,” Alzheimer's & Dementia 16, S3 (2020): e047393,
https://doi.org/10.1002/alz.047393; B. R. Ott et al., “A Survey of Knowledge and Views Concerning Genetic and
Amyloid PET Status Disclosure,” Alzheimer's & dementia (New York, N. Y.) 2, no. 1 (2016): 26,
https://doi.org/10.1016/j.trci.2015.12.001.
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oulUyou A Twv ToLSLWY yla TNV aoBéveld.'® Mevikd, dool extipoloay TIG TEEMOLONOELS TWV
dIAWV, TN OLKOYEVELOC KL TWV CUVEPYATWV TOUC lxav BETLKI OTAGCTN AMEVOVTL OTLC EEETAOEL
yla tn NA. Ocot yvwptlav dtopa pe NA3, kabwg kot ta dtopa mou sival EE0IKELWUEV UE L
VEVETIKN 0B&VELD ElXOLV ONUAVTLKA TTIEPLOCOTEPEC TOAVOTNTEC va TEAEéoOULV TV e€€Taion. 18

Qotooo, e€akoAouBel va punv eival cad€Eg Mool CUYKEKPLUEVOL TTOPAYOVTEG TIPOAYOUV N
HLELWVOUV TNV TPOBeon e€€taong MPWV amod TN CUUMTWHATOAOYIA Kal TO KUPLO £pWTNUA

TIAPAUEVEL: Katavoouv ol avOpwrmoL Tl UITopOoUV VO TIEPLUEVOUV QTTO TO QTTOTEAECUA TOU

TIPOCUUTTTWUATLKOU YEVETIKOU EAEYXOU;

Yndapyxouv oplopéva epyaleia, mou PeTpolV TNV pobeaon yla €Aeyxo yia t NA, pe Bdon to
«Movtélo MemoBrioewv Yyeiag» (Health Belief Model, HBM), 6nw¢ to £pyaleio mou
avantuxOnke amno toug Galvin et al. mou PETPA TIG YVWOELG OXETIKA e T vOoo Alzheimer, Tnv
OUTOATMOTEAECUATIKOTNTA KAl TV avTtiAapBavopevn evaltocbnaoia, tn coBoapotnta, tTa odeAn
Kol ToL EUMOSLa OXETIKA PE Tov €heyxo,'® 1 1o epwtnuatoldylo «Perceptions Regarding
Investigational Screening for Memory in Primary Care» (PRISM-PC), To omoio avamtuxOnke yta
va Kataypapel TIg oTACELS TWV acBeVWY Kal TwV GPOVILOTWY OXETIKA HE TOV EAEYXO TNG

dvolag otnv npwtoBaduta riepiBain .8

To HBM avamtuxBnke otig apxeg tng dekaetiag touv 1950 amnd toug Hochbaum, Rosenstock
kol Kegels og pla mpoomabela va KOTOVOGOUV TNV EKTETAUEVN AMOTUXLO TWV oVOpWIwVY va
arnodexbouv ta pETPpa MPOANYNG N TG e€eTdoelg Sladoyng yla TNV €ykalpn avixveuon
OCUUTITWHATIKWY a00eVELWY Kal apyoTeEpa EPOPUOOTNKE OTLG AVTLOPACELS TWV a.0Bevwyv ota
OUUTTTWHATA KaL 0T CUUHOpdWaon Ue Ta ouvtayoypadoUpeva LaTpkd oxiuata. ?’ To apxiko

HOVTEAO €xel HOVO TEOOEPL( PaokEC £vvoleg: TtV  avtllapPavoupevn evalcbnoia,

182 0tt et al., “A Survey of Knowledge and Views Concerning Genetic and Amyloid PET Status Disclosure,” 26.
183 Frost, Myers and Newman, “Genetic screening for Alzheimer's disease: what factors predict intentions to
take a test?,” 105.
184 Henneman et al., “Public attitudes towards genetic testing revisited: comparing opinions between 2002 and
2010,” 796.
185 Galvin et al., “Psychosocial determinants of intention to screen for Alzheimer's disease,” 353; Galvin et al.,
“Development of a population-based questionnaire to explore psychosocial determinants of screening for
memory loss and Alzheimer Disease,” 182.
186 Boustani et al., “Measuring primary care patients' attitudes about dementia screening,” 812.
187 Nancy K. Janz and Masrhall H. Becker, “The Health Belief Model: A Decade Later,” Health Education Quaterly
11, no. 1 (1984): 2, accessed August 4, 2022,
https://deepblue.lib.umich.edu/bitstream/handle/2027.42/66877/10.1177_109019818401100101.pdf?sequen
ce=2&isAllowed=y.
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avtilapPBavopevn ocofapdtnta, avtlapPavopeva odpéAn kot Ta  avthappovopeva
eumodLa e, Mo tnv BeAtiwon tn¢ cupnepldopdc mPooTéBnKav oL evEPYELeC SpAonC KoL 6TO

TENOG TPOOTEDBNKE N €vvola TNG autoanoteAeopatikdtnTag (oxrua 9).18°

4 N
Avtihappavopeva ogEAn
£vavtl avTtiAoppavoevwy
' ™\ / L eunodiwv )
Tpomnoinon
HETABANTWV \ - ~
\ < Avtidappovopsvn
anelin \
[ e Nt e h ¥ J MOBavotnTa EUIAOKN G
o S os cupneplpopég nou
. ) s ) /r MPOAYOUV TNV LyEia
AuToanoTEAEopHATIKOTNTA
e ™\ L y
AvTAopBavopevn
guacOnoia - ~
\ J . .
Evbeielg yua Spaon
\ J

Ixnua 9: Health Belief Model
(Sadeghi, Hashemi, Khanjani 2018: 328)

To HBM a§loAoyel edv oL avBpwrtol eivat emippeneic  OxL o€ €va MPOPAnUA LYELag KAl £AvV
To MPOPANUa 1 n acBévela autr) emidpEPeL EMWEUVEC Kal COBAPEC EMUMTWOELS OTNV UYELD. ITNV
TPAYHUATIKOTNTA, 0TNV MAELOVOTNTA TwV avadopwy, T0oo n «oavtihapBavopuevn svatcbnoia
000 Kot n avtthappfavouevn cofapotnta» oto HBM tafivopouvtatl wg «avtllapBavopevn
anel\f». H Rosen-Stock avadépel 6TL 0 cuvdUaoUOC TNC avTlapBavopuevng evatodnoiag kot
NG ooPfapotnTag MapeEXEL KivnTpo yla dpdon, kat n cuyKpLon Twv avilAapuBavopuevwy opeAwv
Kot epmobiwv mopéxel Ta epyaleia rj tnv mopeia Spdonc.t® Emopévwe, Kabwe n
avtilapBavopevn evaobnoia, n cofapotnta kol ta odpEAN yivovial LoxupoTEPA Kol T
avthapBavopeva eunodia yivovtatl acBevéotepa, n mBavotnta ULBETNONG TIPOANTITIKWY

METPpWV uyeilag auvgdavetal. OL MPonyoUREVEG EUMELPLEG Kal Ol Snuoypadikol mapdayovieg

188 |rwin M. Rosenstock, “Historical Origins of the Health Belief Model,” Health Education Monographs 2, no. 4
(1974): 330, https://doi.org/10.1177/109019817400200403.
189 Reza Sadeghi, Mehri Hashemi, and Narges Khanjani, “The Impact of Educational Intervention Based on the
Health Belief Model on Observing Standard Precautions Among Emergency Center Nurses in Sirjan, Iran,”
Health education research 33, no. 4 (2018): 328, https://doi.org/10.1093/her/cyy020.
190 sadeghi, Hashemi and Khanjani, “The impact of educational intervention based on the health belief model
on observing standard precautions among emergency center nurses in Sirjan, Iran,” 328.
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dpouv wg evdeifelg yla mepattépw Spdon kol ennpedlouv TIG TECOEPL; OLAOTAOELG

(evaloBnoia, coBapdtnta, epnmodia kot opéAn). 12t

OL TTEMOLONOELG OXETIKA HE TIC YEVETIKEC e€eTAOELG e€eTAlOVTAL E EVO EPWTNUATOAOYLO TWV
Henneman et al. 2006, to omoio &gv mepAapuBAvel LOVO OTOLKELQ OXETIKA PE TNV TtOTN oTa
TIPOOWTILKA 0bEAN, AAAA KoL TNV TILOTN OTOV YEVETIKO VIETEPUVIOMO.1? To epwTnUATOAOYLO
«Perceptions regarding pRE-symptomatic Alzheimer’s Disease Screening» (PRE-ADS) mou
avantuxOnke mpoodata eEETALEL PNTA TIG OTACELS YLA TNV TIPOCUUMTWHOTIKY €§ETOON TNG
NA.2%3 Av kat SwatiBetal ota ayyAikd, eAAnVik& Kat yeppavikd®®, pévo n eAAnvikn Kot n
veEpUOvVIK €kboon €xouv eTKUPWOEL Kal Topoucldlouv amoOEKTEC €wWC TIOLOTLKEG

PUXOUETPLKEG LOLOTNTEG.

191 Edward C. Green and Elaine Murphy, “Health Belief Model,” in The Wiley Blackwell Encyclopedia of Health,
lliness, Behavior, and Society, ed. William C. Cockerham, Wiley Blackwell encyclopedias in social science
(Chichester: Wiley-Blackwell, 2014), 766.
192 Lidewij Henneman, Danielle R. M. Timmermans, and Gerrit van der Wal, “Public Attitudes Toward Genetic
Testing: Perceived Benefits and Objections,” Genetic testing 10, no. 2 (2006): 140,
https://doi.org/10.1089/gte.2006.10.139.
193 Marina Makri et al., “Measuring Attitudes, Motivations, and Barriers to PResymptomatic Alzheimer’s
Dementia Screening (PRE-ADS),” (in preparation), 2023.
194 |oanna A. Angelidou et al., “Validation of the “Perceptions Regarding PRE-Symptomatic Alzheimer’s
Dementia Screening” (PRE-ADS) Questionnaire in the German Population: Attitudes, Motivations, and
Barriers,” (in preparation), 2023.
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Kedpalaio 6

To Awkaiwpa tTnc Ayvolog

Jupudwva pe tov AploTtotéAn, n embupia yia yvwon («odot ot avSpowrmol amod T @Uon Toug
ermmdupuouv va yvwpilouv») €lval TO XaPAKTNPLOTIKO TIoU Slakpivel Tov avOpwTto armod ta A
woa.’®> Auth n doocodiki apddoon, OtTL N yvwon sivat and povn tng ayoado, cuvexiotnke
KaL n avBpwrvn mpoodog cuvdEBNKe apeoa pe Eva auénuévo emninmedo yvwaonc, n Le to AoyLa
tou Kant: «Sapere aude!» («Exete 1o BApPOG VO XPNOLUOTIOAOETE TN S1Kr) oag Aoyikr !»196), 197
Q¢ €k ToUTOU, TIBETAL TO EpWTNUA v TO Sikalwpa «ayvolag» avitibetal otn dpthocodia Katl

TNV NOKA Twv avBpwrtivwy Sikalwpdtwy. %8

6.1 To Awaiwpa «Ayvorag» - ano Nopki Anoyn

Ta yevetika Sedopéva €XOUV OPLOUEVO XOPAKTNPLOTIKA TIou Ttoug mpoadibouv éva elbko
kaBeotws. ZUpdwva pe t dtaknpuén tng UNESCO:
e umopouV va PoPAEP oLV TN YEVETIKN TPodLaBeon Twv ATOUWY,
e umopel va €X0UV ONUOVTLKO AVTIKTUTIO OTNV OLKOYEVELD, CUUTIEPIAAUBOAVOUEVWV TWV
QTOYOVWYVY, TIOU EKTELVETAL O TIEPLOCOTEPES YEVIEG, KAL OE OPLOUEVEG TIEPLUTTWOELG OF
0AOKANPN TNV opada otnv omoia avikeL o eviladepOUEVOC,

e UmOpEel va €xouv TOALTLOTIKA onpooia ya dtopa i opnddec.12®

195 Aristoteles, “Metaphysik I,” 2, accessed September 6, 2022,
http://joachimstiller.de/download/philosophie_aristoteles_metaphysik2.pdf.
1% Habe Mut, dich deines eigenen Verstandes zu bedienen.*
197 Immanuel Kant, “What-Is-Enlightenment?,” 1784, 1, accessed September 6, 2022,
https://resources.saylor.org/wwwresources/archived/site/wp-content/uploads/2011/02/What-is-
Enlightenment.pdf.
198 Gilbert Hottois, “A Philosophical and Critical Analysis of the European Convention of Bioethics,” The Journal
of Medicine and Philosophy 25, no. 2 (2000): 133, https://doi.org/10.1076/0360-5310(200004)25:2;1-0;ft133.
199 UNESCO, “Universal Declaration on the Human Genome and Human Rights,”
https://en.unesco.org/themes/ethics-science-and-technology/human-genome-and-human-rights.
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Ot Nicolas et al. (2009) npoogBecav TIG akOAOUBOEG MTUXEG:

Ta yevetikd edopéva mapapevouv ta idta kab' 0An tn Sidpkela tng Lwng (Ko LeTA
Tov Bavaro),

uropouv va AngBouv amo oAa ta KUTTaPO ToU avOpwWIlvou CWHATOG,

propouv va Bpebouv anpoodoknta,

€xouv mpooTBEpevn afia wg emoTnUoVIKA €peuva. 20

H aufavopevn mpooPacn OTIC YeVETIKEC TMAnpodopieg odrynoe Touc VOUOBETEC va

TPOooTATELCOUV TOUG avBpwrmoug and BAAPBEG PEow TOU OPLOKOU VEWV SIKalWUATWY. QG €K

ToUTOU, TO SKaiwpa «ayvolag» £xel avayvwplotel ano Siadopeg diebvelc mpatelg mou

oxetilovtal pe tn Plolatpiki:

Owoupeviki Ataknpuén tng UNESCO yia to AvBpwrvo MNovidiwpa kat ta AvBpwriva
Awowwpata (1997) «To dikaiwpa kdBe atopou va anodaocilel av Ba mAnpodopeitat
1 OXL TOL TIOTEAECOTO YEVETIKWV EEETACEWV KL TIC CUVAKOAOUBEC CUVETIELEC TIPETEL
va yivetal oefaotod» (dpbpo 5.y).201

AleBvng Ataknpuén tg UNESCO yla ta avBpwriva yevetika dedopéva (2003) «Otav
Ta avOpwrva yeveTikad Sedopéva, [...] CUNEYOVTOL YL LATPLKOUC KO ETILOTNOVIKOUC
EPEUVNTIKOUC OKOTOUG, oL TANPodopleC mMoOu TapEXOVIal KATA Tn OTLYMN TNG
ouykatdBeong Ba mpémel va avadpEpouv OTL To evOLadEPOUEVO TIPOOWTIO €XEL TO
Swkailwpa va anodaciost eav Ba evnuepwOel i OxL yia Ta anoteAéopata. Auto dev
LoxVEL yla tnVv €peuva o dedopéva mou Sev yivetal n tautomnoincn npoocwnwy [...].
Kata mepintwon, to Sikalwpa pn evnuépwong Ba TPETEL Vo EMEKTEIVETAL KOl OF
TOUTOTIOLNUEVOUC CUYYEVELG TTIOU EVOEXETOL VO EMNPEACTOUV OO TA ATOTEAECUATA. »
(apBpo 10).202

H Eupwmnaikn Z0pupaocn ya ta AvBpwriva Alkauwpata kat tn Blotatpikn (1997): «OAot

Swkaovvtat va Aappavouv yvwon KaBe mAnpodopiag OXETIKAG LUE TNV KATAOTAON TNG

200 pjlar Nicolds, “Ethical and Juridical Issues of Genetic Testing: A Review of the International Regulation,”
Critical reviews in oncology/hematology 69, no. 2 (2009): 100,
https://doi.org/10.1016/j.critrevonc.2008.10.003.

201 UNESCO, “Universal Declaration on the Human Genome and Human Rights.”

202 UNESCO, “International Declaration on Human Genetic Data,” http://portal.unesco.org/en/ev.php-
URL_ID=17720&URL_DO=DO_TOPIC&URL_SECTION=201.html.
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uyelag Tou. Oa eival oefacteg, WoTOoO, oL EMBUUIEG TWV ATOUWY TIOU ETIAEYOUV VOl
KNV EVNUEPWVOVTOL OXETIKAY (ApBpo 10.2).293

H ene€nynuatikn €kBeon tng ZUUPaonG: «oL acBeveic pmopel va €xouv Toug S1KoUG
TOUG AOyou¢ yla toug omoioug dev emBupolV va yvwpilouv OpLOUEVEG TTITUXEG TNG
vyeiag toug» (apBpo 10, napaypadog 67).294

To MpooBeto MPWTOKOANO OXETIKA ME TLG YEVETIKEG €EETACELG YL UYELOVOULKOUG
okomoU¢ (2008) enmavaAapBavel To onpeio autd oto apBpo 16.3., Additional Protocol
concerning Genetic Testing for Health Purposes (2008), «The wish of a person to not
be informed shall be respected» kot to apBpo 16.4 Sieukpvilel OTL «oe EALPETIKEG
TIEPUTTWOELG, UMOpPoUV va TeBolv amd To VOUO TEPLOPLOMOL OTnV AoKNon Twv
SIKOULWUATWY TIOU TIEPLEXOVTAL OTLG TTapaypAdouc 2 Kal 3 avwTEPW PO TO cUUPEPOV
ToU evllapepOUEVOU MIPOCWTTOU. TOCO TO SIKAlWIA EVNUEPWONC OGO KOL TO SIKaW U
HUn  evnNUEPWONG MUMOPOUV VO TIEPLOPLOTOUV TPOC TO OUUPEpOV  TOU
evlladepopévou». 2%

H Ataknpuén ya ta Sikatwpoata tou aoBevoug (Lisbon Declaration) mpoBA£nel OtL «o
aoBevng €xeL TO SIKALWMO VO NV EVNLEPWVETOL KATOTILV PNTAG AlTNONG Tou, EKTOC €AV
QUTO amartteital yla thv pootacio tne {wh¢ aAou ipoocwmnou» (apBpo 76).20°

MOY «KateuBuvtnpLeG YPAUUEG YLt ToL NOWKA {NTAMOTO OTNV LOTPLKH YEVETIKN KOL TNV
TLAPOXN YEVETIKWV UTINPECLWV» (1998): «n emibupia TWV OTOUWY KAl TWV OLKOYEVELWV
va un yvwpilouv yeveTikég mAnpodopieg, ou unepAaBavoUEVWY TWV OTMOTEAECUATWY
TwV e€eTaocewy, Oa MPEMEL va YIVETAL OEBOOTH, EKTOC OO TIG EEETACELG VEOYEVVNTWV
Hwpwv A madlwy yla Laopeg mabnoeg» (BA. mivaka 7 oTig ev AOyw KATEUOUVTNPLEG

ypappEg).2Y

203 Conseil de I'Europe, “Ubereinkommen Zum Schutz Der Menschenrechte Und Der Menschenwiirde Im
Hinblick Auf Die Anwendung Von Biologie Und Medizin: Ubereinkommen Uber Menschenrechte Und
Biomedizin,” accessed September 6, 2022, https://rm.coe.int/168007d002.

204 conseil de I'Europe, “CETS 164 - Explanatory Report to the 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,” 1997, accessed September 6, 2022, https://rm.coe.int/16800ccde5.

205 Conseil de I'Europe, “CETS 203 - Additional Protocol to the Convention on Human Rights and Biomedicine,
Concerning Genetic Testing for Health Purposes,” 2008, accessed September 6, 2022,
https://rm.coe.int/1680084824.

206 WMA, “Declaration of Lisbon on the Rights of the Patient,” https://www.wma.net/policies-post/wma-
declaration-of-lisbon-on-the-rights-of-the-patient/.

207 \WHO, “Guidelines on Ethical Issues in Medical Genetics and the Provision of Genetic Services,” 1998,
accessed September 6, 2022,
https://apps.who.int/iris/bitstream/handle/10665/63910/WHO_HGN_GL_ETH_98.1.pdf?sequence=1&isAllowe

d=y.

47



To Swkaiwpa «ayvolag» efetdletal emiong o€ oplopEVOUCG €BVIKOUG VOUOUG, OMWG OToV
VEPUOVLKO VOUO yLa TN YeVETIKNA Stayvwon (2009): « Tol amoTteAECHATA ULOC YEVETIKAG EEETOONG
bev Ba mpémel va yvwotomolouvtal ota evOLUpEPOUEVA TIPOOWTA, €AV OQUTA €XOUV
anodacioet (...) OTL MPEMEL va KATOOTPAPOUV 1] EAV €XOUV ATIOCUPEL TN CUYKATAOEDH TOUC
yla tnv gé€taon» (apbpo 11.4).29% Oheg oL avadepopeveg Slebveic kal BVIKEC TPALELS
avadépouv OTL n pntn €mMAoyn €lvol amapaitntn yla Tt Atoupylo TOU SIKOLWUOTOC

«@yvolag».20?

6.2 To Awkaiwpa «Ayvoiac» - pta HOwkn Npoogyyon

Oplopéva amo Ta onuovtikotepa NOka {ntripata mou adpopouV TOUC YEVETIKOUC SE0UOUC
oxetiovtal PE TN yvwon TwV YEVETIKWV OToElwv. Autég meplapfdvouv tnv eldki
TMEPIMTWON Tou TPOCSLloplopol Tou cUPdEPOVTOG VoG TtaldloU O OXEoN E TN YEVETIKA
YVwon, TN Xprion tThe YEVETIKAG Yvwong otn AP n Mpoownikwy anodAacewv Kal oTo Snuoacto
TopEa Ta TBava mpofAnpata YeEVETIKWY Slakpioewv 6cov adopd TNV amacxoAnon Kat tnv
aopaAion. AMec adopouv tnv evawbnoia, tnv aflomotia, TNV €punveia Kal TNV
TIPOBAEPLUOTNTA TWV YEVETIKWVY EEETACEWV. KUpLo INTNUA, WOTOCO, OXETI{ETAL LUE TIG EVOUVEG,

TIOU €XOUV T ATOMOL ATEVAVTL OE éval dANo. %10

Juudwva pe tnv Takala (2001), pnmopouv va mpotaBouv TOUAAXLOTOV TECCEPLG KATNYOPLEG
AGYWV yla TNV amoktnon YeVeTIKAG yvwong: 1. MNa tnv anotpornn BAdBNng oe dAAoug, n omoia
uropet va Slaxwplotel mepattépw oe PAABN HEUOVWHEVWY TIPOCWNWV Kot o PAAPNn
BECUKWVY TIPAKTIKWYV TIOU €lval TPog To SnUOaCLo cupdEPOVY, 2. yla TNV AmoTporr) MPocBoArg
AAwv, 3. yla tnv anotpomnn PBAAPBNG otov €aUTO KAt 4. yla TNV OMOTPOTI MPASEWV TOU
Bewpouvtal sodalpévec i avnBikeg. Avo emumAéov Koatnyopieg Ba pmopolvoav va
ouumeplAndBouv gav yivetal Stakplon petagy g mpoAndng BAABNG kot Tou odpEAoUG: 5. ya

va. wdheAnBei o idog kat 6. ya va wpeAnBolv dAot. 21! MpokeLévou n YEVETIKY yvwon va

208 peutscher Bundestag, “Gesetz Uber Genetische Untersuchungen Bei Menschen (Gendiagnostikgesetz —
GenDG),” Jahrbuch fiir Wissenschaft und Ethik 14, no. 1 (2009), accessed September 6, 2022,
https://doi.org/10.1515/9783110208856.347, http://www.gesetze-im-internet.de/gendg/GenDG.pdf.
209 Roberto Andorno, Principles of International Biolaw: Seeking Common Ground at the Intersection of
Bioethics and Human Rights, Collection Droit, bioéthique et société 7 (Bruxelles: Bruylant, 2013), 165.
210 Rhodes, “Genetic links, family ties, and social bonds: rights and responsibilities in the face of genetic
knowledge,” 11.
21T Takala, “Genetic Ignorance and Reasonable Paternalism,” Theoretical medicine and bioethics 22, no. 5
(2001): 486, https://doi.org/10.1023/A:1013019120277.
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arnoteAel Opelog yLa péva 1 yla toug dAAoug, anatteitot va eipatl oe 6€on va AdBw amodAoeLg
LE aUTA TN yvwon mou dev Ba pmopovoa va AdBw Xwpig auTtAv. TNV MEPLTTWOon TN yVwong
HLOG YeEVETIKAG TpodldBeong, autd mpolmobetel OtL umdpxeL avtiotown Oepameia A
T(POANTITIKO HETPO 1) - OTNV MEPIMTWON TN Anopaong UNEP 1 KATA TNG QIMOKTNGCNC AIOYyOVWY
- &xw TN duvatotnta (avaioya pe tnv vopoBeoia tng xwpag) va eéetdow ta EuPfpua yla tnv

avtiotolyn yevetikn mpodlabeon pEow mPoeudUTEUTIKAG Slayvwaong.

MapoAa aUTA, TIOUPAUEVOUV OPLOUEVA EPWTAMATA: TIPWTOV, €ival To Sikaiwpa «dayvolag»
avtiBeto pe tnv mpoodatn e€EALEN TOU Teivel va eyKaTaAsiP el ToV TTAALO TATEPVAALOUO Kall
avTiBeTO e TO «KOOAKOV TOU YLATPOU VO aMOKAAUTITELY Kol SEUTEPOV, €lval TO ATOMO TIOU
EMAEYEL VA LNV yVWPLZEL KO, wE €K TOUTOU, BplokeTal o B€on va pnv Unopet va amokaAu el
TLG TANPOdOPLEG AUTEG oTA PEAN TNG OLKOYEVELAG TOU; BAAmTeL AANOUG e TNV amokAAuyn
mAnpodopLwV Kal evepyel evavtia otnv aAAnAgyyun; Kat TEAog, TL yiveETOL LE TA TIPOYP AT
rmAnBuouakol eAéyxou;2t2 ‘EXouE TNV UTIOXPEWON VO CUMUETEXOUHE Ttapd TNV embupia pag

va unv yvwplloups;

‘Ooov adopad To MPpwTo, To omoio BacileTal 6TV AUTOVOULO TOU ATOLOU Kol 0To cUdEPoV va
unv umootel Puyoloykn BAGBN oMo TA ONMOTEALOHOTO TWV YEVETIKWV £€etdoswv, Sev
daivetal va avtifaivel otnv autovouia Tou atdpou 1 va KWVElTal pog thv kateuBuvon Tou
TATEPVAALOHOU, KOOWG TIPOKELTOL YLl TNV EMIAOYN TOU OTOHOU Vo Mn yvwpilel, n omola
eAntifoupe va yivetal apou AAPeL OAeg TIg MANPodOopieg TOU amattouvTaL yla va KaTaAnReL
otnv amodacn va pn yvwpilel. Autd onuaivel OTL To SKOLWHO OUTO TIPETEL va
«gvepyomolnBei» amd tn pntr BouAnon tou acBevous. Emopévwg, Umopel va AeltoupynoeL
LOVO OTO MAQLOLO TNC OXEONG LOTPOU-a00evoUC Kal elval OXETIKO Sikailwpa, SLOTL pmopel va
Tieploplotel 6tav n anokdAun oto dtopo eivat avaykaia yia va arnodpeuxBel cofapn BAALN
o€ Tpitoug, 16lwc og HEAN TNG OLKOYEVELQG, TIPAYLO TTIOU CNUOLVEL OTL UTIAPXEL KAToLla popdn
npoAnYNe f Bepaneiag, yeyovdg mou Sivel andvinon oto devtepo epwtnua.?t® 1o téhog

TOETAL TO EPWTNUA EAV TA ATIOTEAECUATO TWV EEETACEWY QUTWV TIPETEL VAL ETLOTPEDOVTAL

212 Ruth Chadwick, Mairi Levitt and Darren Shickle, eds., The Right to Know and the Right Not to Know
(Cambridge University Press, 2014), 1.
213 Andorno, Principles of International Biolaw, 174.
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OTOUG OUUUETEXOVTEG oTn  ueA€tn.?* Me autdv tov tpodmo, oL mAnpodopiec Oa
xpnotpornownBouv yla peAéteg mMAnBuopwy Kol Tavtoxpova Ba yivel osBaotd to Sikailwpa

«ayvoLagy.

6.3 To Ka®nkov tng Nhvwong

To va €xw KaBrKov va Kavw KATL onpaivel otL Sev €xw Sikalwpa va to anoduyw - MPEMEL Vol
10 KAvw A odpeidw va to kavw. Ocov adopd Tn YEVETIKA yvwaon, av UTIAPXEL Lo nOwkr €vvola
KOTA TNV omola MPEMEL VO EVAUEPWVOLLOL VL0 TO YyoViSLd pHou, TOTeE Sev €Xxw Kavéva NnOLKoO

Swaiwpa va mapapeivw og dyvola, EKTOG av UTIEPLOXVEL KATIOLA TILO ETILTAKTLKY UTTOXPEWON.

H Rosamond Rhodes ouykpivel Tn un yvwon pe tnv odAynon auToKLWATOU PE SEPEVA LATLA:
av 8ev uTtipxe Kivbuvog yla toug dAAoug mou va cuvdEetal e auto, dev Ba fAtav mpoBAnua.
Qotooo, dedopévou OtL dev {ovpe 0 amOAUTN amopovwon (ol avBpwrol eival KOWWVLIKA

ovta) To KabrKkov evog nBkol atopou Sev eival va obnyei pe dspéva pdtia.?>

Onwg avadepbnke mapandvw, oplopevol ocuyypadei oxupilovtal otL eival kabnkov va
HOOOUUE TN YEVETIKN KATAOTAON TIPOKELUEVOU Vol amodpUYOUUE Tov Ttovo. Movo otav éva
ATopo elval EVAUEPO yLa TOug KLvdUvoug Tou SlatpeExeL n uyeia tou, gival edpikto va yivouv
TPOTOTOLOELG OTOV TPOTO {wN¢ N va AndOoUV anopAceLg OLKOYEVELOKOU TIPOYPUUUATIOHNOU
pe urtevBUVO TPOTO. To KaBR KOV aWTO Bewpeital cuxva avaAoyo Tou KvSUVoU yLa TV uyeia:
‘0Oco peyalUtepog sival o Kivbuvocg plag aoBévelag, TOo0 HeEYaAUTEPO £ival To Kabrnkov
evnuépwonc. To Sikailwpa yvwong Bewpeital 1laitepa KEVIPIKO O KATOOTAOELC OTLG OTIOLEC
propoLV va AndBouv KatdAANAQ TIPOANTITIKA 1) BEPATIEUTIKA LETPA I} OE EKELVEG OTLG OTIOLEG
TO QIMOTEAEOUA E(VAL OXETIKO LE ATTOPACELS OLKOYEVELAKOU TIPOYPAUHUATIOMOU. AUTOG €lval 0
AOyo¢ yla tov omoio oplopévol ouyypadeic dev umootnpilouv PLOVOo To SIKALW A 0T YEVETLKNA
KOTAOTOON TOU OTOHOU, AAAA KOl TNV UTIOXPEWGCH YVWONC.

Ao kavtiavr anodin, €xw TNV NOKAR UToXpEwon va KUBEPVW TOV €aUTO HOU, va ipal

«Kuplapxog Twv mpaewv pou». Q¢ KUpLlapXoG Tou €AUTOU LOU TIPETEL VOl ElpOL KATAAANAQ

2145 A, S. A. Bemelmans et al., “Psychological, Behavioral and Social Effects of Disclosing Alzheimer's Disease
Biomarkers to Research Participants: A Systematic Review,” Alzheimer's research & therapy 8, no. 1 (2016): 47,
https://doi.org/10.1186/s13195-016-0212-z.
215 Rhodes, “Genetic links, family ties, and social bonds: rights and responsibilities in the face of genetic
knowledge,” 17.
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EVAUEPOG WOoTe va AapPavw anoddcels xwpig va emnpedlopot and napdAoya cuvalcdnuata
N and 1o $ofo va yvwpilw CNUOVTIKA YEVETIKA YEYOVOTA ylO. TOV £aUTO pou. Eddoov ot
YEVETIKEG TANpodopieg eival mBavo va kavouv onuavtiki dtadopd otig anoddacelg pou, dev
€xw Sikalwpa va mapapeivw og dyvola, oUTE TO va Wmopw va BEAW (va mapapeivw og ayvola)
va YIVELYEVLKOG VOUOG. H, e dAAa AdyLa, n dpvnon Log va yvwpilou e kATt propel va BAaYeL
TOUG AAAOUG, Kal pia arntddaon mou BAATeL Toug AAAoUG Sev pmopel va yivel kateuBuvtnpla
apxn TNG nOwkAg mpdéng. Edw, mAAL, Ba pmopoloe kavelg va Slakpivel av to Sikaiwua
«AyVOLOG» OLOKELTAL OTO OLKOYEVELOKO TTAQLOLO KaL 6ev BEAEL KAVELG va yVWPLTEL - KOL EMOUEVWG
S6ev umopel va polpaoTEL - ONUAVTIKEG TIAnpodopieg mou emnpealouv TtV Uyeia TG
olKOYEVELag N av oL TAnpodopieg eival dedopéva mou Ba ATav anapaitnta, ylo mapadetyua,
yla TTANBUOULOKEG UEAETEC. ITNV TIPWTN MEPIMTWON, Ba EMPOKELTO yla €va TEAELO KaBrkov
T(POG ToUuG AAAOUG, otn SeUTepn TEPIMTWON Lo €va aTeEAEG KOOAKOV. ZTNV MPWTN MEPLMTWON
Sev BEAw va yvwpllw yeveTikég MANpodopleg, oL omolieg, SeSopévou OTLTa YeVETIKA SeSopéva
€XOUV TAUTOXPOVO UEYAAN ONUOOCLA YLl TNV OLKOYEVELA KOL TO OTEVO MePLBAANAOV poU, PE
OTOTEAECHA VO YIVOUOL - TOUAAXLOTOV €V PEPEL - VOUOBETNG Kal yU' autoug. Xtn deltepn
niepintwon, to {nTouUEVo €lval OTL Umopw va cUPPBAAwW otnv MPoodo TnG €peuvag PE Ta
YEVETIKA ou Sedopéva. ZTnV MEPIMTWON AUTH, TO SIKOLWHA KAYVOLAG» UMOPEL TPAYHATL val
ooknBel, adol, AANwWOTE, TO ATOMO TIOU UTIOPBAAAETOL Ot YEVETIKO €Aeyxo Oev MpEMEeL
anapaitnta va evnuepwOel o 181o¢ yla ta amoteAéopata tng €peuvag. MpokeLtal yla va

ateAEG KaBriKov amévavtl otoug AAAOUG, amévavtL oTnv avBpwnotnta.

TLyLVETOL OHWG JLE TOV TIPOYVWOTIKO EAEYXO, OTIOU O TILOAVOAOYLKOC Kivouvog v avadépetal
O€ KATIOLO CUYKEKPLUEVN LOTPLKI KATAOTOON O €VA CUYKEKPLUEVO BEPATEVUTLKO TTAQLCLO, OAAG
HAaAAov oe oAOKANpPN TN HeAAOVTIKA Topeia {wnG EVOC OTOUOU; H UTIOXPEWON yvWaonG €XeL
vonua HOvVo OTavV CUVETAYETAL TNV avAaAnyn mpaéng cuudwva LE TA AMOTEAECUATA TNG
e€étaong, ywo mapadelypa TNV TPOCOPUOYN €VOC TILO UYLEWVOU TpOmou {wnG Kal Tnv
TIPOCOPHOYI) TOU OLKOYEVELOKOU TIPOYPOUUOTIOUOU UTIO TO TIPIOUO TWV OIMOTEAECUATWY TNG
efétaong. OL apVNTIKEG ETUTTWOEL OTNV autovouia kabiotouv tnv mapadoxn g

216 AeSopévwyv  Twv  TIOAOTAWV

UTIOXPEWONG  Yyvwong €€alPETIKA  TTPOBANUOTLKA.
afefaloTATwy MoU cUVOSEVOUV TA ATOTEAECHATA TWV TIPOYVWOTIKWY YEVETIKWY EEETACEWV,

o kivbéuvog va emIBAAEL €va ATOUO OTOV EQUTO TOU OKATAAANAOUG TIEPLOPLOOUC EVOEL TWV

216 Hjldt, “Predictive Genetic Testing, Autonomy and Responsibility for Future Health,” 146.
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QTOTEAEOUATWY €lval ONUAVTIKOG - Wlwg otav n aoBévela amokAlvel €vtova amo Tnv
nipoPBAenopevn. Kat, onwg £xel nén avadepOel: Tic meplocotepeg popeg Sev UTTAPXEL KOO
otpatnywkn mpoAnng n Bepamneiag yla tig acBéveleg mou ekSnAwvovtal apyd, EKTOG anod Tnv
TIAVTOTE €yKupn oUUPBOUAN yla uloBEtnon evog uylelvol tpomou Iwnc. Edw, to dikailwpa
«AyvoLaG» OmoKTA peyaAutepn onpaocia, WOlwg OTOV TPOYVWOTIKO YEVETIKO EAEYXO TWV
nadlwyv yla aobéveleg oPung epdaviong. Q¢ ek ToUTou, To «Sikailwpa Tou Taldlol oe éva
avolxto HéANovVy, To omoio ival pa évvola ou Baciletal otnv autovouia, amoteAel LoxupoO

ETUXELPNUO KATA TWV YEVETIKWV £€TAOEWV.2Y

6.4 To Awkaiwpa «Ayvoiac» otnv Nepintwon NAOE

Ermwotpedpovtag oto NAOE, mpémel va OE00UPE TO KUPLO EPWTNUAL: EXEL TO ATTOTEAEOUA TOU
VEVETIKOU EAEYXOU OUVETIELEC YLO EUAC 1) TNV OLKOYEVELD pag; QdPeAoVLAOTE aTd Tn yvwon yla
10 aAAnAopopdo APOE €4 mou StaBEtoupe; H pumopel to anotéAeopa va mpokaAEéael BAAPN
0€ EUAC I} OTOUG OUYYEVEIG paG; To Sikalwpa «dyvolag» anoktd onuooia otav §gv umapyouv
OTTOTEAEOLOTLKEG TIPOANTITIKEC Kol BDEPATMEVUTIKEC ETUAOYEG Bepareiag kat Otav o Kivbuvog va
npokVUPouv PUXONOYIKEG 1 KOWVWVIKEG SUOKOAiEG eival peydlog.?'® 'H onwg umootnpiletl n
Randi E Zinberg: «Eav to amoteAéouata TnN¢ YEVETIKNG €EETAIONG QPOPOUV LIOVO EVOV
UEUOVWUEVO VALK Kol 0 eVAAKAG EXEL €EETAOEL TIG OUVETIELES, TOTE O EVAALKAC EXEL
Sikaiwpo ayvotac»?®. AeSopévng tne amouociag onolacdimote otpatnywknic npoAndng A
Bepaneiag cupdwva pe TNV NAOE, eKTOG amod TIG YEVIKEG TIPOTACELS TTPOCAPOYAG EVOG TILO
uylelvoU tpomou IwNng - yla Tov omolo &ev elval amoapaltntn n yevetlkn €€€tacn - Kot
6ebopévne ¢ afeBadtntag tng €vvolag tou «Betikol oe APOE €4», mpémel va
OUUTIEPAVOUE OTL To 0deNOG TNG e§€taong yla APOE €4 pmopel va avadepetal Hovo oTLg
HMEANOVTIKEC YEVEEG Kol 0 TIANBUOULOKEG e€eTAoel SLaAOynG OMou - OMwG £XOUME NdNn

OUUTIEPAVEL - N YVWOTOTOLNON TWV OMOTEAECUATWY OTO Atopo Sev gival anapaitntn.

217 Joed Feinberg, “The Child’s Right to an Open Future,” in Justice, Politics, and the Family, ed. Daniel Engster
(Florence: Taylor and Francis, 2015), 124.
218 Hjldt, “Predictive Genetic Testing, Autonomy and Responsibility for Future Health,” 147.
219 Randi E. Zinberg, “Genetic Testing: Is There a Right Not to Know?,” The American Journal of Maternal/Child
Nursing 31, no. 6 (2006): 1, accessed October 5, 2022,
https://journals.lIww.com/mcnjournal/Citation/2006/05000/Genetic_Testing_Is_There_a_Right_Not_to_Know
___Pro.2.aspx.
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Kedpalaro 7

O ApxEc tn¢ BionOwknc:
Avutovouia, AyaBonpaéio, pn
MpokAnon BAaBnc ko Atkoitoouvn

MapoAo 1ou n BAoH yLa TIG YEVETIKEG e€ETAOELS elval kaBapd BloAoyikr), OAa Ta EMLXELPRLOTA
UTIEP 1 KOTA TWV YEVETIKWV £€etdoswv dpEpouv pa nBkn afia kol umodnAwvouv OTL pLa
OUYKEKPLUEVN afla pEmeL va mpootateuBei 1 va emdlwyOetl. H emotiun kat n nOwn eival o
peyalo BaBbuo aAANAEVSETEC, TPAYLLO TTOU CNHALVEL OTL N TIEPALTEPW ETUKUPWOT TWV YoviSiwv
TIOU EUMAEKOVTAL OTNV Avola BacileTal oTnV TPEXOUCA OTAON TNG €pguvag, AN aTtoKALVEL
OO TNV KAVOVLOTIKN UTIOOe0N OTL N yeveTkn e€€taon Umopel va Bewpeital attioAoynuevn

uévo otav ta anoteAéopatd tng ivat afléniota.??°

OL Beauchamp kat Childress Statumwoav TIg T€00epL PBAOIKEG apxeG TG PLonbikig -
autovouia, ayaBonpagia, un mpokAnon BAABNG kat Sikatoouvn - oL omoleg Ba umopouoav va
XpNotomolnBouv yla ToV EVIOTILOUO TwV NOWKWV aflwv TIou SLETIOUV T ETIXELPH AT TIOU
nipoBdaAlovtal o€ auTr ) oulTnon Kot va oTaOpLotouv avaldywe katd tn Angn anodaong
OXETIKA UE TO EMOUMUNTO TOU TIPOCUUMTWHATIKOU YEVETIKOU eAéyxou yia APOE €4.221 Auto to
KavovloTko TAaiolo Sleukpvilel moleg agieg StakuPBelovtal Kol TOLEG CUVETELEG XpRlouV
TIEPALTEPW TIPOOOXNG OLEUKOAUVOVTOC TNV KPLTIKA afloAOyNon TwV OCUYKEKPLUEVWY
ETUXEPNUATWY, Ta omola eival EExWPLOTA WG TPOG TN OTABULON TOUG KAl TIPETIEL CUVETIWG VAL
npooapuolovral yla Kabe atopo katd nepinmtwon. E€aptwvrtal mpwta o' 6Aa and tov Adyo

YLOL TOV OTTOLO YIVETOL L0 YEVETLKN EEETAON. ZE YEVIKEG YPOUMES, UTIAPXOUV TOUAAXLOTOV TPELG

220 Marthe Smedinga et al., “Ethical Arguments Concerning the Use of Alzheimer's Disease Biomarkers in
Individuals with No or Mild Cognitive Impairment: A Systematic Review and Framework for Discussion,” Journal
of Alzheimer's disease JAD 66, no. 4 (2018): 1316, https://doi.org/10.3233/JAD-180638.
221 Beauchamp and Childress, Principles of biomedical ethics, 110 oc.
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TUOAVEG XPNOELG VLA TLG TIPOCU UITTWHOTLKEG - KOLL CUVETIWG OXL SLOYVWOTLKEG - EEETACELS YLOL TO
NAOE:

1. yla ta atopa mou e€etalovral wote va yvwpilouv to mpodiA kivdUvou Toug,

2. ylO. EPEUVNTIKEC UEAETEG ToU e€et@louv TN oUVOeon HETAEU €vOC yoviSiou Kal Mg
acBévelag,

3. yla TPITOUG, TIPOKELUEVOU VOl AMOTEAECOUV TN BAon yla amodAoel OXETIKA UE OE0ELg

epyoaoiag kot aoaALoTIKA TTPOYPALOTAL.

Oa mpenel mavra vo Aappavetatl umoyn OtL, oe avtiBeon pe Tig e€etdoelc BLoSEIKTWY TOU
unodelkvuouv pla maboloyla - akopun kot av dgv eival akoun KAWVIKA opath - n mapoucia
vovibiwv &ev pmopel va pag dtadwrtiosl kabBolou yia maboduololoyikég aAlayEC, aAAd
pmopel povo va pag deiel - otnv mepintwon tou APOE €4 — av o kivduvog eivat auénuévog oe

oUYKPLON LE TOV YEVIKO MANBUGOUO.

Ye avtiBeon pe toug Blodeikteg, oL omoiol otnv mepintwon tng ornopadikng popdng tng NAOE
pmopel va epudaviotolv akoun kat xwplg YeVETIKN TPodldBeon, oL YEVETIKEG €EETAOELG
pHeTtadEépouv navra mAnpodopieg mou emnpedlouv TNV OLKOYEVELA OTO GUVOAO TNG, Kabwg
QTOKOAUTITOUV OXL LOVO TLC TTANPOodOpPLeEC YEVETIKOU KIVOUVOU yLa TO eEETA{OUEVO ATOUO, AANA
KOLL YLOL TOUG OUYYEVEIG ToU.%22 QG €K TOUTOU, O OLKOYEVELAKOC KOl TIPOYVWOTLKOC XOPAKTI P0G
TWV YEVETIKWV TTANpodopLwV YELPEL NOKA {NTAMOTO OXETIKA LE TNV OMMOKAAUY N OE GUYYEVELG
miou Statpexouv kivduvo. NMapolo mou n avaykn amokdAuPng eViog TNG OLKOYEVELAG OTIAVLA
opdlopfnrteital, umapxel n emBupia vo mpootateubolV oL CUYYEVEIC amo TIC TIOBAVEC
Sduopeveig emumtwoelg TG amokAAudng, Kol ta dtopa mou eetalovial alcBdvovtal pla

KYEVETIKA LBV ».223

7.1 H Apxn tn¢ Autovouiog

H apxf tou ogBacpol TNG QUTOVOUIAG UTIOYPOUMIZEL TN onupacio Tou SKALWUOTOG TOU

OTOHOU OTNV WWTIKA {wh Kal TNV OLKELOBEAWS evnuepwUEVN ocuykatabeon, n omola

222 sanna-Maria Nurmi et al., “The Ethical Implications of Genetic Testing in Neurodegenerative Diseases: A
Systematic Review,” Scandinavian journal of caring sciences 35, no. 4 (2021): 1069,
https://doi.org/10.1111/scs.12932.
223 Charles Dupras and Vardit Ravitsky, “Disclosing Genetic Information to Family Members: The Role of
Empirical Ethics,” in ELS, ed. Ltd John Wiley & Sons (Wiley, 2001), 1.
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nipoUmoBéteL TNV eAeuBepia Tou va pwTd, va yvwpilel kat va AapuBavel anodAoeLg OXETIKA UE

TNV Lyela Kat T {wh Tou??

Kol pmopet va odnynoel o €va SIAnupa pe to aiobnua eubuvng
QITEVAVTL OTNV OLKOYEVELQ, TNV €peuva 1 TNV dLa TNV Kowwvia. Onwg €xeL 16N mapouoLaoTel
OVOAUTIKA 0To KepaAalo 4, umtapxouv SLAPopeC EVVOLEC TNG OLUTOVOULAG, OO TIG OTOLEG -
AOYW TNG ONUACLOG TWV YEVETIKWY TANPOdOPLWY yLa TA LEAN TNG OLKOYEVELAG - TO LOVTEAO TNG
OXEOLAKNG ouTtovouiag ival KATAAANAOTEPO OTO MANLOLO TWV YEVETIKWY €EETACEWY ATO TO

OTOMLKLOTIKO MOVTEAO Ttou eixav apxikd mpoPAePel ol Beauchamp kat Childress, to omoio

npoUmoBétel pia anodacn anaAAaypévn anod eEWTEPLIKES ETUPPOEC.

7.2 H Apxn tng AyaBonpagiog

H apxn tng ayabompatiog avadepetal otnv nOKA UTOXPEWON Va EVEPYEL Kavelg pog 0deA0G
Twv AMwyv, TIou eivat umtokeipeva, acBeveic A n 6la n kowwvia.??> Autd MPEMEL TAvTa va
otaBuilovral évavtt Twv Kwwduvwy BAAPNG. To cuxva avadepopevo 0dpeloc TG avénuUevng
Sltayvwotikng Befatdotntag amoucldlel otnv MEPLUMTTWON TOU TPOCUMMTWUATIKOU €AEyXOU.
AN\ cuxva avodpepopeva odEAN, OTIWES 0 KAAUTEPOC LEANOVTIKOG OXESLOOUOC, N YVWON TOU
KWwSUVoU Tou 8iou kat Twv ratdwy tou va avarttuéouv NA, %26 n BeAtiwon tng uysiag kat tng
gunueplog, avadépovtal EMioNC YEVIKA O OXEON LE TIC YEVETIKEC €eTdoelc. 22 AsSopévou oL
10 Yoviblo APOE €4 w¢ yoviblo evatlobnoiag cuvdEeTaL OTEVA E EEWTEPLKEG ETMLOPACELG KL N
oAANAEMiSpaON AUTWV E TNV UTTAPXOUCA YEVETLKN TIAL{EL CNUAVTLKO POAO, N ULOBETNON EVOC
TIO UYLELVOU TpoTmou {wn¢ Ba pumopouoe va Bewpnbel wg 0delog - pa cvotacn mou nén
LoXVEL ylot TOV YEVIKO TTANBUGUO - KaBwC Kat n yevikn embupia yla t dnuloupyio odnyltwv
UYELOVOULKAG TeplBaAPnc. Ta ETUXEPAUATA OXETIKA HE TO OPEAN yla TNV €peuva, ThV
avantuén Bepamneiag yia tnv NAOE A tnv auénuévn Stayvwotikn BeBatdtnta adopouv mibava
odEAN yla to HEANOV N TOUC UEAAOVTIKOUG aoBeveic. Qotdo0, TO ATOHA TIOU €pPYOVvTal

QVTIMETWTIA. ME €val BeTIKO amotéAeopa €§€taong MMOpPElL va avamtu§ouv OTPATNYLIKEG

224 Corinna Porteri and Giovanni B. Frisoni, “Biomarker-Based Diagnosis of Mild Cognitive Impairment Due to
Alzheimer's Disease: How and What to Tell. A Kickstart to an Ethical Discussion,” Frontiers in aging
neuroscience 6, no. 41 (2014): 1-2, https://doi.org/10.3389/fnagi.2014.00041.
225 Smedinga et al., “Ethical Arguments Concerning the Use of Alzheimer's Disease Biomarkers in Individuals
with No or Mild Cognitive Impairment: A Systematic Review and Framework for Discussion,” 1317.
226 Rahman et al., “To know or not to know: an update of the literature on the psychological and behavioral
impact of genetic testing for Alzheimer disease risk,” 935.
227 Smedinga et al., “Ethical Arguments Concerning the Use of Alzheimer's Disease Biomarkers in Individuals
with No or Mild Cognitive Impairment: A Systematic Review and Framework for Discussion,” 1317.
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QVTLLETWTILONG VLA VOL TIPOETOLLACOTOUV Yo LEAAOVTLKA YVWOTLKA €KMTwon Kat ivat Suvatov

VoL oUMTEEPIANPBOOUV € KAWVLKEC SOKLUEC, YEYOVOC TToU cuxva Bewpeitat kaBautd wdhéApo.?28

7.3 H Apxni tng un NpokAnong BAGBNG

H apxn t¢ pun mpokAnong PAABNG avtikatomtpilel Tnv nOkA umoxpewaon va unv BAATTOUE
AaAAa nOka mpoowma. Elval mavta otabuiopévn Evavtl Tthe apxng the wdEAeLOC pe Tn popdn
HLOG avaAluong KOotoug-opEAOUC. Ta To ouxva avadepOPEVA EMLXELPAUATA OXETI{OVTAL UE
Tov Kivbuvo otlypatiopoU, dlakpioswy, umtepdlayvwaonc kot Puxoloyikng PAGBNG ota atopa
Tiou €xouv Bpebei Btk oe pua yevetikn e€étaon.??® Qotdoo, ol Bemelsman k.d. (2016), ot
omoloL TPAYUATOMOINCAV GCUCTNUATIK QVOOKOTINON OXETIKA HE TIGC PUXOAOYLKEG,
OUUTIEPLPOPLKEG KOL KOLVWVLKEG ETUMTWOELG TNG amokdAudng tou Brodeiktn tng NA otoug
OUMUETEXOVTEG Ot €peuva, dlamiotwoav Ot n amokdAun tng Betikotntag APOE €4 oe
VONTIKA UYLELC CULUETEXOVTEC OE £pEUVa LE OUYYEVN TipwTou Babuou pe NA Sev odnynoe oe
avénuéva enimedba dyxoug kot KatdBAupng, aAld avénoe To Ayxog mou oxetileTal He TN
Sdoklpaoia, To omoilo €xel w¢ amotéAeopa allayeg otn cupmepldopd O0cov adopd TNV

UYELOVOULKY aoddAion.?30

TouAdylotov, OTWG MPOKUTITEL ATtd AUTAV TNV CUCTNKOTIKY 0VAoKOTINoN, N amokdAuvdn Twv
SOKIUWV YeVETIKNC evalobnoiag eivat duvntika dtadpopetikr kat Alyotepo emiPAapng os
oUYKPLON WPE TN yvwoTomnoinon BLoSEIKTWY IOV EVNUEPWVOUV T ATOMA yla Ul eV EeALEeL
naBoAoyikn dtadikaaoia otov eykEPaAo Toug. H tedeutaia pmopel va cuvdéctal pe Suopevi
Loopporia KwdUvwy Kol opeAwv yla oplopéva atopa, €xovtag umopn oOtL dev umapyel
SlaB£oun tpomnomnowntikA tng vooou Bepaneia ) otpatnykn mTpoAndng.23t ANG kat petd tnv
amok@Au PN Hlag ektipnong Kvduvou, N KaTaotaon Tou atopou aAAalel, Omwg neplypadetal
T(POKATABOALKA 0TO MAQIOLO TWV TPOYVWOTIKWY EEETACEWY, KOL TO ATOUO UETUTPEMETAL O

«ao0gevr) o€ avapovr», YEYOVOG TIoU UMopEeL emiong va odnyrnoet og ayxoc, ¢pofo, katabAwpn

228 Smedinga et al., “Ethical Arguments Concerning the Use of Alzheimer's Disease Biomarkers in Individuals
with No or Mild Cognitive Impairment: A Systematic Review and Framework for Discussion,” 1318.
222 smedinga et al., “Ethical Arguments Concerning the Use of Alzheimer's Disease Biomarkers in Individuals
with No or Mild Cognitive Impairment: A Systematic Review and Framework for Discussion,” 1317.
230 Bemelmans et al., “Psychological, behavioral and social effects of disclosing Alzheimer's disease biomarkers
to research participants: a systematic review,” 46.
21 Bemelmans et al., “Psychological, behavioral and social effects of disclosing Alzheimer's disease biomarkers
to research participants: a systematic review,” 47.
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KOl OTLYHOTIONO.%32 QOTO00, N CUCTNUATLKY OVaOKOTINoN TIou avadEpOnke mapandvw £xeL
OpPLOUEVOUC TIEPLOPLOOUC. OAec oL Snuootevoslc mponABav amo Tig HMA HE TIC TEPLOCOTEPEC
and auTéG va amoTteAoUV HEPOG TG LeAETNG REVEAL (The Risk Evaluation and Education for
Alzheimer's Disease) pe OAOUG TOUG CUMMETEXOVIEG VA E€lvol OUYYEVEIG MpwTou PBabuol
acBevwv pe NA, omou n enidpacn TG AMOKAAUYNG TOU YOVOTUTIOU OVAUEVOTAV OXETLKA
ULKpn, AOyw Twv Adn umtapxouowv umoPLwy yLo auEnUEVo Kiviuvo AOyw TOU OLKOYEVELAKOU
LotopkoU.?33 AvtiBeta, 6ooL £xouv olkoyevelakd LoToptkd yia tn NA xwpic aAAnAdpopdo €4

SuokoAevovtal va to motéPouv.?34

Agev umAdpyouv UEAETEC UE ATOMA TIOU Oev €XOUV OLKOYeVELOKO Lotoplkd NAOE kal ta
OTOTEAECLLOTA OTTO TOV CUYKEKPLUEVO TTANBUOUO LEAETNG TWV CUYYEVWV TIPWTOU Babpol dev
UTTOpOUV VOl YEVIKEUTOUV o€ AAAeG opadec. EmutA€oy, ot Lineweaver et al. (2014) €dsi&av otTL
ol NALKLWEVOL TIou yvwpllav Tov APO €4 BeTIKO YOVOTUTIO TOUC €KPLVAV TN MUVALN TOUC TILO
auoTtnPA Kot eixov XelpOoTePEG ETULOOOELG OE JULOL AVTLKELEVLKE SOKLULAOLO AEKTIKAG LVAING OF
oUyKplon e toug APOE £4 BetikoU¢ nALKIwEVOUG Ttou Sev yvwptlayv, evw oool ftav APOE €4
QaPVNTIKOL EKPLVAV TN VAN TOUG TiLo BeTIkA oo Toug APOE €4 apvnTikoug NAKLWHIEVOUG TTOU
Sev yvwpllav tn YeVETIKA Toug mpodlddeon.?3> Autd To amoTEAEOUA, ETONG YVWOTO WG
«nocebo» 1 apvntikd datvopevo placebo pmopel va elvol TO AMOTEAECUO TWV OPVNTIKWV
npocdokiwy, 236 otnv nepintwon tng e€étaong APOE €4 SnuLoupywvtag apvnNTIKEG TTPOCGSOKIES
yla T Aettoupyia TNG MVAUNG TOU QTOHOU, UE QMOTEAECHA TN METPAOLUN MELWHEVN
Aetoupyia.??’” Tevikwg, OTIC VEUPOEKDUALOTIKEG VOOOUC, OL UXOKOLWWVIKEG ETITTWOELG

UTTOPEL VOl ElvaL TILO EVTOVEC ATTO O,TL OTOV KAPKIVO 1 OTLG KApSLOYyYELAKEG VOOOUC, EMELSH Ta

B2 7imrit Alpinar-Sencan and Silke Schicktanz, “Addressing Ethical Challenges of Disclosure in Dementia
Prediction: Limitations of Current Guidelines and Suggestions to Proceed,” BMC medical ethics 21, no. 1 (2020):
39, https://doi.org/10.1186/s12910-020-00476-4.
233 Bemelmans et al., “Psychological, behavioral and social effects of disclosing Alzheimer's disease biomarkers
to research participants: a systematic review,” 59.
24 Gillian Chilibeck, Margaret Lock, and Megha Sehdev, “Postgenomics, Uncertain Futures, and the
Familiarization of Susceptibility Genes,” Social science & medicine (1982) 72, no. 11 (2011): 1773,
https://doi.org/10.1016/j.socscimed.2010.01.053.
235 Tara T. Lineweaver et al., “Effect of Knowledge of APOE Genotype on Subjective and Objective Memory
Performance in Healthy Older Adults,” The American journal of psychiatry 171, no. 2 (2014): 201,
https://doi.org/10.1176/appi.ajp.2013.12121590.
236 Rebecca E. Wells and Ted J. Kaptchuk, “To Tell the Truth, the Whole Truth, May Do Patients Harm: The
Problem of the Nocebo Effect for Informed Consent,” The American journal of bioethics AJOB 12, no. 3 (2012):
22, https://doi.org/10.1080/15265161.2011.652798.
37 Andrew Symon et al., “Nocebo and the Potential Harm of 'High Risk' Labelling: A Scoping Review,” Journal of
advanced nursing 71, no. 7 (2015): 1523, https://doi.org/10.1111/jan.12637.
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ouUTTTWHOTA TEEPAAUBAVOUV AANAYEG OTNV IPOCWTILKOTNTA KoL TN CUMMEPLOPA, KABWG Kot

YAWOOLKA TIPOPBAAHOTA KO YVWOTIKES Statapayéc. 238

O ¢d6Bo¢ Twv aodallotikwy Slakploewv, 0 OMOL0G CUYKATAAEYETAL OTOUG KUPLOUG AOYOUG yLa

239 g€eTdOTNKE

TOUG omoiloug oL avBpwrol ev emBUUOUV TOV EAEYXO YEVETIKNG evalobnoiag,
oTOo TTAQLOLO TOU aoPaALoTIKOU cuoThpatog twv HMA Kal ¢paivetal otL pmopel va o8nynosL os
Sladopetikd anoteAéopata oe AAAEG XWPES, OTWG N Feppavia kat n EAAAda, kabwg kal ot
XWPEG UE cUOTNMA UYELOVOULKNG TtepiBaAding Beveridge r Bismarck, edopévou otL edw (oto
dnuooo ocvotnua aodaiiong) oute n duvatotnta acdaiiong oute to LPoC Twv elcpopwv

e€aptwvtal amno onoladnmnote npodldbeon acOéveLag.

Onwcg €xeL nén avadepbel, n mapouacia tou aAAnAopopdou APOE €4 umopel va odnyroeL o
OTLYMOTIOHO. AUTO GUVETIAYETAL - OTNV TEPLTTTWON Tou SNUOGLOU OTLYUOTIOHOU - OTL oL AAAOL
TAnpodopoulvtal To anotéAecpua tnG eé€taong. O SNUOOLOG OTLYHATIOMOG KUMALVETAL Ao
oTAoelg maTpLldokannAiag éwg KOWWVIKA amooTacLonoinon, AMoKAELOUO Kol aropdovwon.24°
AUTO eVOEXETOL va €XEL QVIIKTUTIO OTN KOWWVLIKY B€on, ot oxéoelg pe ouvadéldoug,
ouvtpodoug kat piloug Kal oTo MwG avithapfdvovtal oL AvOpwToL TOV EAUTO TOUG, YWWOTO
KOl WG OUTOOTIYHOTIOROG, 24t dTav Ol UTIOTLUNTIKEG amOYEL, EoWTEPLKEVOVTAL WC aioBnua

VTPOTTAG, UELWHUEVNE QUTOEKTIHNONG KOL KATWTEPOTNTOC. 242

EruumAéov, ta atopa pe upnAdtepo kivbuvo avolag BewprBnkav evdAwta o€ Slakploelg oto
TAQLOLO TNG EMAYYEAUATIKNC TOUG B£0NG, TOU VOULIKOU TOUG KABEOTWTOG KAl TWV TIOALTLKWY

ToUG SIkalwpdtwy, Orwe n 08fRynon?* kat n Prdog, kabwg kat 6oov adopd TNV OLKOVOULKA

238 Serena Oliveri et al., “A Systematic Review of the Psychological Implications of Genetic Testing: A
Comparative Analysis Among Cardiovascular, Neurodegenerative and Cancer Diseases,” Frontiers in genetics 9
(2018): 638, https://doi.org/10.3389/fgene.2018.00624.
239 Wikler, Blendon and Benson, “Would you want to know? Public attitudes on early diagnostic testing for
Alzheimer's disease,” 51.
240 Jetske van der Schaar et al., “Considerations Regarding a Diagnosis of Alzheimer's Disease Before Dementia:
A Systematic Review,” Alzheimer's research & therapy 14, no. 1 (2022): 37, https://doi.org/10.1186/s13195-
022-00971-3.
241 smedinga et al., “Ethical Arguments Concerning the Use of Alzheimer's Disease Biomarkers in Individuals
with No or Mild Cognitive Impairment: A Systematic Review and Framework for Discussion,” 1315.
242 yan der Schaar et al., “Considerations regarding a diagnosis of Alzheimer's disease before dementia: a
systematic review,” 37.
243 Gwendolien Vanderschaeghe, Kris Dierickx, and Rik Vandenberghe, “Review of the Ethical Issues of a
Biomarker-Based Diagnoses in the Early Stage of Alzheimer's Disease,” Journal of bioethical inquiry 15, no. 2
(2018): 225, https://doi.org/10.1007/s11673-018-9844-y.
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TOUG KavotnTo,?** av kot n Arribas-Ayllon (2011) Sev Bprike avadopEC yla OTYHATIONS Kot
Slakpioelc 6oov adopa tov EAeyxo evaloBnaoiag yia tn NA, og cUYKPLON LLE TOV TIPOYVWOTLKO
é\eyyo yla tn HD.?%

H Sievpuvon tTwv KpLtnpiwv yla thv avola dnuolpynoe avnouyieg yia unepdidyvwon.?4®
Q0TO00, AUTO LOXUEL TIEPLOCOTEPO YLa TN Xpnon BLodelktwy yla TN Sldyvwaon tTng avolag os
000 to Sduvatov Mo MPWLIHO oTAdLo, KOBWEG AUTO EMLTPETEL TNV aviyveuon maboloylkwy
Sadikaolwv ou 6N AapBavouv xwpa, ToPA yLa TG YEVETIKEG EEETAOELG, KABWG auTEG Sev
UIopouV va xpnotpomnotnBouv ywa tn Stayvwaon, aAAd HoOvo yla Tov UTtoAoylopd Babpuou

KwwdUvou kat yia tnv emBePaiwon tng dtayvwonc.

7.4 H Apxn t™ng Awkaroouvng

H apxni tng dikatoolvng avadEépetal oto OTL OAoL oL AvBpwWToL TPETMEL va €XOUV TNV Ol
npooBaocn otnv vyelovoulki mepiBaAPn kat adopd to uPnNAd KOGTOG KoL TNV TIEPLOPLOKEVN
SL00e0IUOTNTO TWV YEVETIKWY €EETACEWV. ATO Tn Ml TMAgUpA, LOXUeL Kal yla TG DTC,
debopévou otL dev eival 6ot oe Bon va kaAUPouv ta €€06a, amod tnv AAAn mAeupd, eivat
opdLoBnTACLUO, EAV O YEVETIKOC EAeyxog yia APOE €4 0€ QCUUMTWHOTIKA ATOMO EXEL KATIOLO
odelog kal o E€Aeyxo¢ Ba mpémel va mpowbeital otav Sev umdpxel amodedelypéva
amoteAsopatikn Bepaneia ) emhoyn mpoAnyne. H eupeiag kKAipakoag e€€taon tng APOE €4 Ba
e€avtAoUoe MEPALTEPW TLG UTIAPYXOUOEG EYKATAOTACEL UYELOVOULKAG TepiBaAng kat Ba

247 y1I' UTO KoL 0 YEVETIKOC éAeyxoc evaloBnaiog Sev Ba

pelwve €toL TNV MpooPBaciuotnTaA NG,
TipéneL va Bewpeltal mpotepatdTNTA AUTH TN oty 2*8. Ooov adopd tnv épeuva, n e€étaon

Tou TANBUoMOU yla tnv APOE €4 umopel va €ival xpriolun, av Kot TO OLKOVOULKO KOOTOG

244 yan der Schaar et al., “Considerations regarding a diagnosis of Alzheimer's disease before dementia: a
systematic review,” 37; Smedinga et al., “Ethical Arguments Concerning the Use of Alzheimer's Disease
Biomarkers in Individuals with No or Mild Cognitive Impairment: A Systematic Review and Framework for
Discussion,” 1315.
245 Arribas-Ayllon, “The ethics of disclosing genetic diagnosis for Alzheimer's disease: do we need a new
paradigm?,” 16.
248 yan der Schaar et al., “Considerations regarding a diagnosis of Alzheimer's disease before dementia: a
systematic review,” 37.
247 Smedinga et al., “Ethical Arguments Concerning the Use of Alzheimer's Disease Biomarkers in Individuals
with No or Mild Cognitive Impairment: A Systematic Review and Framework for Discussion,” 1318.
248 Amaranta Manrique de Lara et al., “Ethical Issues in Susceptibility Genetic Testing for Late-Onset
Neurodegenerative Diseases,” American journal of medical genetics. Part B, Neuropsychiatric genetics the
official publication of the International Society of Psychiatric Genetics 180, no. 8 (2019): 613,
https://doi.org/10.1002/ajmg.b.32699.
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emPapuvel To onUEPLVO CUCTNUO UYELOVOULKNG TtEPIBaAPNG KaL To 6deNOG Ao TV €peuva
elval SlaBéoipo povo yla T peANovTKN yevid. H apxn tng dikatoouvng Umopel emiong va
oulntnOBsei Mo To Mpiopa TN Sikang peTaxsiplong mapd ta SLadopPETIKA YEVETIKA TtpodiA,24°
Kal ouvenwg dtadopetikol mpodil kwvduvou yla to NAOE, to omoio nén oulntibnke doov

adopa T BAaBeg (oxAua 10).

KCITOHLKI'] eleubepla
Kal eTiloyn

*T0 Sikaiwpa va
YVWpIleL Kaveig 1 va
KN yvwpllet Tnv
katdotacon Kwduvou
NAOE

*T0 dTopo odeilel va
AapBavel OAeg TIg
mAnpodopieg ou
XPELAETAL YLa VOl
KAveL tn &Lk Tou
a€lohdynon ya va

\anocbao'tost

-

UYELOVOLLKNG

TOUG avBpwIoug
e5ikatn KAl LOOTLUN
UeTaxeiplon Twv

TwV SLadOoPETIKWV
Kyevstu«bv npodih

*TipooPacn oto cuoTNUA

niepiBaAPng yla 6Aoug

QTOUWY UTIO TO Tipiopa

MH

MPO-
KAHZH
BAABHZ

eqUENUEVN SLOYVWOTLKA
BeBalotnTa 6TAYV TO
ATOMO 0TO HEAAOV
eudavioel
CUUTTTWHATA

eTlOQV CUUETOXN OF
SOKLUES

eul0B£TNON €VOG TILO
UYLEWVOU TPOTIOU LWNC

eSnuLoupyia odnyLwv
UYELOVOULKNG
neplBaAng

eoTiyHa

*SLaKpLOELG
euTIEPSLAYVWON
*TIOLPOVON OELG
euxohoyikn BAARN

IxAna 10: Ou apxEg TG BLonOkng

249 Syenja Kiichenhoff, Johannes Doerflinger, and Nora Heinzelmann, “The Genetic Technologies Questionnaire:

Lay Judgments About Genetic Technologies Align with Ethical Theory, Are Coherent, and Predict Behaviour,”
BMC medical ethics 23, no. 1 (2022): 56, https://doi.org/10.1186/s12910-022-00792-x.
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Kepalaio 8

H Znupaoia tn¢ MFEVETIKAC
2UMBOUAEUTIKAC

H tepdotia mpoodog TwV YyVWOEWV OTOV TOUE TNG avOpWTILVNG YEVETLKAG KoL oL paydaieg
pneBoboloyikeg e€eAielg otnv avBpwrtvn yevetikn dtdyvwaon odnyouv o€ au§avouevn avaykn
e€el8IkeLPEVWY aTOMWY Tou Ba urtootnpilouv Toug el8LKOUG TNC AVOPWTTLVNG YEVETIKNAG OTa
YEVETIKA EEWTEPLKA LATPELD 1) OTN VOULKA OTTALTOULEVN YEVETLKA OUMBOUAEUTIKA. ZUUDWVA PE
™ 20pPaocn yw ta AvBpwriiva Alkawwpata kot thn Buoiatpikrp (1997), n yevetikn
OUMBOUAEUTIKA €lval UTIOXPEWTLKA YLA TLG YEVETIKEG €EETAOELS TTOU €xouv Tn duvatdtnTa
npoPBAeYnG (apBpo 12): «Eéetaoelc mou mMPoBAEMOUV TNV ELUPAVION YEVETIKWY VOOWV 1) TTOU
XPNOLUOTTOLOUVTAL ELTE YL TNV AVAYVWPLON TOU UTTOKELUEVOU WG Qopea yovidiou uneuduvou
VLo VOOO EITE yLa TNV QVIXVEUOT) YEVETIKNC TTPoSIATETN G 1 SEKTIKOTNTAC IO VOOO, ETUTPETNETAL
va blevepyouvtal UOVo yla AOyoug UYeEiac n yla EMLOTNUOVIKY) EPEUVA TIOU OXETI(eTAl UE
Adyouc uyeiac, kat urmd TNV MPoUnddeon the KATAAANANG YeVETIKAC oUUBOUAEUTIKAC. »%>0
AOYyWw TwV TOAUTTAOKWY QAANAOGUOCYETIOEWV KOL QTIALTHOEWY, OTMOLTEITOL OAOKANPWUEVN
akadnuaikn katdption ylo TETolou €idoug efelbikeupéveg unnpeoieg. To avtiotowo
EMAYYEALATIKO TiPodiA Tou «leveTikol JupBoUAou» £xel KoOlepwOEel e emituyio o TOAAEC
XWPEG. Z€ peyalo pEPoG TG Eupwring, ot yevetikol cupBoulol anaoyxololvtal nén edw Kat

OEKAETIEC OE OTEVH OUVEPYAOLO PE ELBLKOUC OTNV AVOPWTTLVN YEVETLKA.

8.1 To EmayyeApa tou Mevetikou ZupfouAou

To endyyeApa Tou yevetikol cupuBouAou Eekivnoe otig Hvwpeveg MoAlteieg To 1969 kal €xeL

avartuxBet diebvwg ta tedeutaia 30 xpovia. Evw n yevetikn ocupBouleutiky Bewpouvtav

250 Conseil de I'Europe, “Ubereinkommen zum Schutz der Menschenrechte und der Menschenwiirde im
Hinblick auf die Anwendung von Biologie und Medizin: Ubereinkommen iiber Menschenrechte und
Biomedizin.”
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aPXLKA APUOSLOTNTA TWV LOTPWY, N TAYKOOULA EMEKTAON TNG YEVETIKAG CUUPBOUAEUTIKAG
odnynoe oe £va OleBVEC emaAyyeAUO UYELOVOULKNAG TieplBaAPNC mou aoyoAeital pe TIC
kAnpovopikeég aoBévelec®l. H National Society of Genetic Counsellors (NSGC) opiletl tn
VEVETIKN oUpPBoUAeUTIKA wC «Sladikacia mou BonBd Toug avBpwmoug va KATAVONooUV Kal
Va TIPOCAPHOOTOUV OTLG LATPLKEG, PUXOAOYLKEG KOl OLKOYEVELAKES ETUMTTWOELG TNG YEVETIKAG
oUMBOANC oTig aioBévelec. H Stadikaoia autr) evowpatwvel: (1) Eppnveia Tou olkoyevelokou
KOLL LATPLKOU LOTOPLKOU yLa TNV EKTinon tng mbavotntag eudaviong i UTOTPOTG TNG VOOOU.
(2) Ekmaibevon oXETIKA ME TNV KANPOVOULIKOTNTA, TOV €AEYXO, TN Slaxeiplon, Tnv mpoAnyn,
TOUC TOPOUC KaL TNV £peuva. (3) ZUPBOUAEUTIKA yla TNV PowBNon EVNUEPWHEVWV ETIAOY WV

KOLL TNV Ttpooappoyr otov kivbuvo A tnv ndbnon».2>?

Evw umdpyouv moAAEG EVVOLOAOYIKEC OUOLOTNTEC OTNV MIPOCEYYLON TNG TIPAKTLKAG, UTIAPXOUV
SL0POPETIKA LOVTEAD KATAPTLONG KOLL TIPAKTLKIC OE TaYKOOULo eTtinedo. Oplopéveg Stadopeg
Baoilovtal og OVOUOLOTNTEG OTA CUCTAMATO UYELOVOULKNG TiepiBaAdng, ota pubuloTika
OUOTNHATA KOL OTNV €KMOLOEUON TAVETMLOTNUIAKOU €MUTESOU Tou €lval Slabéolun otig
Sladopeg XwPeG, evw oplopéveg dladopég odeilovial otoug SLadopeTIKoUg €BVIKOUC
vopoug. Ou dtadopeg mepthapPfdavouv tn Sdpkela TnG ekmaibevong, 1o €6KO TPOypAUA
OMoud WV, TO LOTOPLKO TWV ATOUWV TIOU ETUTPEMETAL VO 0LOKOUV OUTO TO EMAYYEAUA, KAOWC
KOl TOV TPOTO HE TOV OTOL0 TILOTOMOLOUVTAL OL OlOKOUMEVOL TdpoxoL.>3 Stnv Eupwrn, to
ETIAYYEALQ TOU YEVETIKOU oUUPBOUAOU €xel kaBlepwOel og TouAdylotov 11 xwpec. H emionun
eyypadrn Tou yevetikou cupBoulou yivetal péow SUo SLadoPETIKWY TPOYPAUUATWY: OTO
Hvwpévo Baoilelo péow tou Genetic Counsellor Registration Board (GCRB) kat otnv European

Union via the European Board of Medical Genetics (EBMG).

Evw otoplkd, n yevetkry cupPouleutiky oto Hvwpévo Baoidewo &ekivnoe nén to 1992,
onuepa ekmatdevovral kel mepimou 40 yevetikol cUPBoUAOL TNOLWG. AUTOG £ival o Adyog
yla TOV OTolo ol epLoaOTEPOL YEVETIKOL oUpBouAoL otnv Eupwrnn Bplokovtal oto HvwpEvo

Baocilelo. Ztn lepuavia, ot yevetwkoi cUpBoulol Sev €Xouv OKOMN OVAYVWPLOTEL WG

251 MaryAnn Abacan et al., “The Global State of the Genetic Counseling Profession,” European Journal of
Human Genetics 27, no. 2 (2019): 183, https://doi.org/10.1038/s41431-018-0252-x.
252 Robert Resta et al., “A New Definition of Genetic Counseling: National Society of Genetic Counselors' Task
Force Report,” Journal of genetic counseling 15, no. 2 (2006): 79, https://doi.org/10.1007/s10897-005-9014-3.
253 Abacan et al., “The Global State of the Genetic Counseling Profession,” 184.
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eNMAyyeALa, evw otnv EAAGSa umdpxouv gyyeypapévol yeveTikol cUpBouldoL. Ztnv EAAGSa
umapyouv Sladopa MPOYPAUHUATA, OTIWG TO UOVOETEG UETATITUXLOKO TIPOYPAUa «[EVETLKNA
Tou AvBpwrou - levetik cuPBouAeuTikA» tou Mavemotnuiov Oecoaliag  To 72wpo e-
learning program «levetiky 2JupPouleutiki» Tou EBvikoU kat Kamodiotplakou
Mavemotnuiov ABnvwy, mou dev neplapBavouyv motomnoinon. Evw to cuvtopo mpoypappa
Tou Mavemotnuou ABnvwv 8L8Aokel HOVO BewpnTIKO TEPLEXOUEVO, TO METONMTUXLAKO
npoypappa tou Mavemotnuiov O@socoaiiog meplthapBavel €va epyaoctnplako pabnua, oAAd
bev éxeL oxeblaotel yla tn Stdaokalia katl tnv edpappoyr TG CUUPBOUAEUTIKAG. 2Tn Meppavia,
AOyw TOU VOpOU Vo T yevetwkr Sudyvwon (Gendiagnostikgesetz),?** n yevetkn
OUMBOUAEUTIKA UIOPEL va EKTEAELTOL LOVO IO YLATPOUG TIOU €XOUV OAOKANPWOEL TIG LOTPLKEG
OTOUSEC WC YEVETIOTEC Tou avBpwrou. To mpoypappa ornoudwv £xel uPnAd MocooTo
TIPOKTIKOU TIEPLEXOMEVOU- TOUAAXLoTOV 30 WNAVEG TPETEL VA CUUTANPWOOUV WG TIPOKTLKA
aoknon otnv mepiBoAPn aocBevwv kal €xel pla Slapkela 5 etwv. EmutAéov, umapyouv
paBniuata Sldpkelag 72 wpwv yla €IKEVUEVOUG yLaTtpoUG AWV E8IKOTATWY (KUpiwg
YUVOILKOAOYOUG, YOOTPEVTEPOAOYOUG Kal PUXLATPOUG), Ol OTOLoL ETIUTPETETAL VO EKTEAOUV
VEVETIK OUMPBOUAEUTIK ylo aocBeéveleg TG €LOKOTNTAG TOUG HEOW TNG TPOCOETNG

Katdptiong.2>

8.2 H Awadikaoia tng Mevetikic ZURBOUAEUTIKAG

MapoAo mou anouctdlel 8k odnyla yla TN YEVETIKN CUUPBOUAEUTIKN OTNV TIEPLTTWON TNG
ApoE €4, oL KateuBUVTAPLEG YPOUUEG TNC APEPLKAVIKNC ETalpeiag yia Tn vooo tou Huntington
ylaL TOV YEVETIKO £Aeyxo t¢ HD Bewpouvtal To Xpuoo POTUTIO YLa TOV YEVETIKO EAEYXO YLAL TLG

nadnoelg mou eudavidovral os evhlikec.2°® OL Goldman et al. (2011)%%7 nmpoteivouv 600

254 Bundesamt fiir Justiz, “GenDG - Nichtamtliches Inhaltsverzeichnis,” accessed September 6, 2022,
http://www.gesetze-im-internet.de/gendg/index.html.
255 “Richtlinie der Gendiagnostik-Kommission: ) (iber die Anforderungen an die Qualifikation zur und Inhalte der
genetischen Beratung gemal 23 Abs. 2 Nr. (GEKO 2a und 23 Abs. 2 Nr. 3 GenDG. In der Fassung vom
01.07.2011, veroffentlicht und in Kraft getretenam 11.07.2011,” [Guideline of the Genetic Diagnosis
Commission (GEKO) for requirements of the qualification for and contents of genetic counseling in accordance
with paragraph 23 Abs. 2 No. 2a and 23 Abs. 2 No. 3 GenDg.The 1 July 2011 version released and implemented
11 July 2011] Bundesgesundheitsblatt, Gesundheitsforschung, Gesundheitsschutz 54, no. 11 (2011): 1250,
https://doi.org/10.1007/s00103-011-1357-3.
256 Jill S. Goldman et al., “Genetic Counseling and Testing for Alzheimer Disease: Joint Practice Guidelines of the
American College of Medical Genetics and the National Society of Genetic Counselors,” Genetics in medicine
official journal of the American College of Medical Genetics 13, no. 6 (2011): 599,
https://doi.org/10.1097/GIM.0b013e31821d69b8.
257 Goldman et al. (2011): 600.
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Sl0pOpPETIKEG TOPElEG YEVETIKAG OUMPBOUAEUTIKAG, avAAoya HE TO AV TPOKELTAL yla
CUMMTWHOTIKO N TPOYVWOTIKO €Aeyxo (oxnuoa 11), AapPdavovtag Opwg umoyn povo ta
QUTOOWLKA ETUKpATOUVTA yovidia PSEN, PSEN2 kot APP. Av kot n cuoxétion tou APOE €4 pe
tn NAOE evtomiotnke to 1993,%°8 0 yovoTumikd¢ mpoodloplopdc tng APOE yLo TpOyVWOTIKOUG

okomoU¢ Sev mpoodEpeTal cuvrOwG o€ KALVLKO TtEPLBAAAOV.

ZUUMTWHOTIKG TECT NpoBAENTIKO TECT
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Ixnua 11: NpwtokoAAa yila yeVETIKEG e€eTdoelg yia EOAD
(mrpocappoopévo and Goldman et al. 2011)

258 A, M. Saunders et al., “Association of Apolipoprotein E Allele Epsilon 4 with Late-Onset Familial and Sporadic
Alzheimer's Disease,” Neurology 43, no. 8 (1993): 1467, https://doi.org/10.1212/wnl.43.8.1467.
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KaBoplotiko yu' autd eival otL - onwg €xel 16N avadepBel apkeTEC PopéC - To aAAnAdpopdo
€4 bev eival oUTe amapaitnto oUTE €MAPKEC yla TV PokAnon tne NA. Qotooo, oplopEvol
TAPOXOL YEVETIKWV e€etdocwv mpoodEpouv DTC yia APOE, oL omoieg mpokaAouv peyaAn
avnouxla otnv LaTpLkn Kowotnta, S10TL cuvhBwc Sev UTIAPXEL KAl CUUBOUAEUTIKA TIPLV N
META TNV avakoivwon Ttwv amnoteleopdtwyv. Emopévwg, Tt ATOpO TOU  €XOUuV
autonpoodloplotel w¢ atopa Tou Slatpéxouv Kivbuvo yia NA avalntouv OAo Kal

TIEPLOOOTEPO KAWVIKEG, AAAG QUTEC OL KAWVIKEG Sev poodEpouv TéTolou eidoug e€etdoetg.2>°

8.3 Tlevikéc KateuBuvtipleg MpapEC yia Tov

MNpoocuuntwpatiko EAsyxo yia APOE €4

Akoun Kot av givat kupiwg ot ylatpol mou Intouv va e€etaotel To aAAnAdpopdo APOE yia
EPEUVNTIKOUC OKOTIoUC Kal evBappuvouv toug acBeveic Toug va umoBAnBouv oe g€€taon,
umnapyouv Sladopol Adyol - €KTOC amo TG NOKEG TTTUXEG ou €xouv Ndn oulntnbel - mou
ouvNyopoUV KATA TOU TPOCUUMTWHOTIKOU YeVETIKOU eAéyxou yia APOE £4. Y& autolg
niepthapBavovtal n EAAeLPN TPOANTITIKWY ETUAOYWV EKTOG O Tn cuotacn aAlaywv otov
Tpomo {wN¢ yla tn Helwon Tou OUVOAKOU KlvdUVOU avolog Omweg Kot n SuokoAila
anoTteAeOUATIKAG HeETAdoOoNG Tou TBavoAoyikou Kivduvou. O kivéuvog Ttou amoppEeL amo tny
APOE Siadépel petalty twv 500 GUAWV Kot EVEEXOUEVWE METAEY TWV EBVIKWV Opddwv2%0 kat
Ba umopouoce emniong va mpokOPeL and Sladopég otnv EMKPATNON TEPLBAAAOVIIKWY
ekO€oswv, yovidlakwv Topallaywyv TPOTMOMONTWY 1 AAWV Tapayoviwy, Onmwg ol

ETULOPACELC TWV OPHOVWV. 20T

Q¢ ek ToUTOU, SlaTUTTVOVTAL OL AKOAOUBEC CUOTAOELG: 252

e Aev mpémnel va yivetal e€€taon yia APOE €4 ota madia.

e AgvV OUVIOTATOL TTPOYEVVNTIKOG £Aey)OC yia APOE €4.

29 Carolin A. M. Koriath et al., “Genetic Testing in Dementia - Utility and Clinical Strategies,” Nature reviews.
Neurology 17, no. 1 (2021): 29, https://doi.org/10.1038/s41582-020-00416-1.
260 |indsay A. Farrer, “Effects of Age, Sex, and Ethnicity on the Association Between Apolipoprotein E Genotype
and Alzheimer Disease,” JAMA: The Journal of the American Medical Association 278, no. 16 (1997): 1352-53,
https://doi.org/10.1001/jama.1997.03550160069041.
261 Goldman et al., “Genetic counseling and testing for Alzheimer disease: joint practice guidelines of the
American College of Medical Genetics and the National Society of Genetic Counselors,” 600.
262 Goldman et al., “Genetic counseling and testing for Alzheimer disease: joint practice guidelines of the
American College of Medical Genetics and the National Society of Genetic Counselors,” 601.
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Ol VYEeVETIKEG €£EETAOCELG TIPEMEL va yivovtol HOVO OTO TIAAIOLO YEVETIKNG
OUMBOUAEUTIKAG KoL UTIOOTAPLENG QMO KATIOLOV TIOU €XEL EUTELPLOL OTOV TOMEQ
QauTo.

H e€€taon DTC APOE &ev evbeikvutal.

OL acBeveig Oa mpemeL va evnuepwvovtal OTL €M TOU TAPOVTOG SEV UTIAPXOUV
anodebelypueveg GapUAKOANOYIKEG €TUAOYEG 1 €MIAOYEC TPOMou {wn¢ TIou va
HELWVOUV ToV Kivduvo eudaviong NA f va otapatolv Tnv e€EAEN TNG vOoOU.

H enidpaon tn¢ eBvikoTNTAC ElvaL aKOUn acadnc.

MapOAo Tou €lval yvwoTo OTL opLopéva yovidia oxetilovtal pe uPnAotepo Kivbuvo
endaviong NAOE, eival moAv miBavo va urtdpxouv kot dAAa (yovidia evatobnoiag,
VTETEPULVIOTIKA 1] TIPOOTATEUTIKA Yovidla), Twv omoilwv n mapoucdia Kol T

anoteA£éopata ival mpog To mapodv AyvwaoTta.
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Kedpalairo 9
Entiloyog

Onwg oulntdnke otnv mopoloo £pyacia, L0 TIPOCUMTITWHATIKY YEVETIKNA £€€tacn otnv
niepintwon tng NAOE - mépa amod tnv MOAUTTAOKOTNTA TNG EPUNVELOG TOU QMOTEAECUATOG TNG
e€€TaoNnC oto MAQLOLO TNC VOOOU KOl TOU OLKOYEVELAKOU LOTOPLKOU ToU 0.0BevoUG - Umopetl va
08NnNyNoEL LOVO O€ POOSLOPLOUO VOG KlvSUVou, Omou n apoucia SUo aAAnAopopdpwv APOE
€4 urtodnAwvel av§npévo kivbuvo o cUYKPLON LE ATOMA LE £Vl LOVO 1) Kaveva aAAnASpopdo
APOE €4 kot to datopo Sev avamtuooesl amopaitnta avola. Opolwg, éva ATOUo UTopPEL va
avamtuéel avola akoun Kot xwpi¢ tnv mapoucia tou aAAnAdpopdou APOE €4. Me tov
EVTOTILOUO TWV TOPAYOVIWV KLWWOUVOU, QIOKTA Kavelc aplBud «atopwv oe Kivbuvo» n
«0oBevwv og BEon avapovig»2%3, yeyovdg ou avtikatomtpilel tn yeVIKA oTpodh amod Thv
naBoAoyikny Stayvwaon otnv afloAdynon Twv mapayoviwyv Kwwduvou, n omoia eivol mMA£ov
SLaBEDLUN OTNV POCUUITWHATLKY dAon?6* oxt pévo AOyw tou YeVeTIKoU eAéyxou, ald Kot
AOyw NG avakailuyPng Blodelktwy mou eumAgkovtal otnv naboduacioloyikr Stadikacia TG
NA, n onoia apyilel Sskaetieg mpLv amod tn Stdyvwon TG KAWLKAG dvoloag. 25>

Xwpig amobedelypévo TPOANTTIKO Kal OPAMEVUTIKO METPO, N TAON TPOG TOV TIPO-
OUMIMTTWHOTLKO EAEYXO0 EXEL TIPOKOAETEL E£VTOVN NOLKN KOl KOWVWVLIOAOYLKH KPLTLKN. AEV UTIAPXEL
KAV €val OUYKEKPLUEVO NBWKO TAaiolo mou Ba prmopouce va BonBnAoeL Toug MOALTIKOUG, TOUG
umevBuvoug AnPnc amoddacewv yla tn SnUocla Uyeia, Toug emayyeALatieg uyelag Kat TIg
OLKOYEVELEC VO OVTILETWITIOOUV Ta GTopa Tou Slatpéxouv kivduvo va avartuéouv dvola.?%®

Touldylotov, dev UTIAPXEL TPOBANUO HE TN OUYKATABEOH META amd evnuUEPWON yla tn

263 Timmermans and Buchbinder, “Patients-in-waiting: Living between sickness and health in the genomics
era,” 408.
264 Sjlke Schicktanz et al., “Before It Is Too Late: Professional Responsibilities in Late-Onset Alzheimer's Research
and Pre-Symptomatic Prediction,” Frontiers in human neuroscience 8, no. 921 (2014): 1,
https://doi.org/10.3389/fnhum.2014.00921.
265 Reisa A. Sperling et al., “Toward Defining the Preclinical Stages of Alzheimer's Disease: Recommendations
from the National Institute on Aging-Alzheimer's Association Workgroups on Diagnostic Guidelines for
Alzheimer's Disease,” Alzheimer's & Dementia 7, no. 3 (2011): 282, https://doi.org/10.1016/j.jalz.2011.03.003.
266 Schicktanz et al., “Before it is too late: professional responsibilities in late-onset Alzheimer's research and
pre-symptomatic prediction,” 2.
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OUULETOXN) OE TIPOCUUMTWHATLKEG EEETAOELG, KABWG TA TIPOCU UIMTWHATLKA dTopa Bewpolvtatl

267 qv ko, AOYw TNG MOAUTIAOKOTNTOC TG EPUNVELAG TWV OTTOTEAECHATWY TNG

ouvnOwg Lkava,
e€etaong, dev pmopel va Staodpaiiotel OtL oL umoPndlol yla eE€taon €XOUV KOTOVONROEL
TIANPWC TOL VOLLLEVOUEVOL OTIOTEAECLOTOL.

OL mAnpodopieg mpoPAePng umopel va dnuoupyrnoouv SuckoAa nOwkd mpoPARpata o€
atoplkd eminedo (Puxohoyiky Suodopila, Ewc kat TPoOAnTTK autoktovia)?®, oe
OLKOYEVELAKO TAaioo (SA\Aupata amokdAung MeTagy OWTIKOTNTAG, TpooTtaciag Kot
OLKOYEVELOKWY £UBLVWY),%%° KaBwWC Kal og KOWwVIKO eminedo (otypatiopoc).?’? Katd
Slaxeiplon twv mAnpodoplwv mMpoPAedng, amattovvral to UPNAOTEPA EMOYYEALOTIKA Kol
VOULKA TPOTUTIAL yla TNV TPOOoTAciat Twv atopwv amd Yuyxohoyiky ducdopia, nbka

SIAAMOTA KOl KOWVWVLKO OTLYHATIOopd. 27

Aebopévng TnG aBefaldTNTAC TOU TTPOCUUTTWHATIKOU eAEYXoU 000V adopd TG TPoPAEPELS
yla To HEAAOV - Ttou Ba EmpeTe va amoTeAEL TNV MPoUTOBEDN yLA TOV YEVETLKO EAEYXO - KL TNG
EMewpng Sduvatotntag mpoAndng tng NA, eival aopalréc va tebel to gpwtnua av o
TIPOCUUMTWHATIKOG EAeyxoG Yyl APOE €4 0€ OLOUMMTWHATIKA ATOUO MMOPEL Vo TIPOohEPEL
KaBoAou odpEAN. Evw o yovoTurikog tpoodloplopog APOE ival Rdn epmopikd SLaB€ouog kat
SlatiBetal maykoopiwg pe tn popdn DTC TeoT, MeEPLOCOTEPEC MANPOPOPLEC OXETIKA LE TNV
APOE €4 mpémnel va elval dlaBéolpeg yia to Kowo, emeldn ol DTC emutpémouv oTOUG

A 272

KOTOVOAWTEC VA TIAPAKAUYPOUV EVOEXOUEVWC TN YEVETIKA OUMBOUAEUTIKA,%’? n amokaAuyn

pmopel va odnynoeL oe ecpalpeveg epunveieg, 16lwg emeldn ta dtopa «uPpnAol Kwvduvou»

273

elval emippenr og mapavonoelc?’> kot evOEXeTaL va TTEPLUEVOUV e0PaApEVa Eva DEPATIEUTIKO

267 Schicktanz et al., “Before it is too late: professional responsibilities in late-onset Alzheimer's research and
pre-symptomatic prediction,” 3.
268 Schicktanz et al., “Before it is too late: professional responsibilities in late-onset Alzheimer's research and
pre-symptomatic prediction,” 4.
269 Christoph Rehmann-Sutter and Hj Miiller, Disclosure Dilemmas: Ethics of Genetic Prognosis After the 'Right
to Know/not to Know' Debate, Medical law and ethics ([Place of publication not identified]: Routledge, 2017), 1.
2% linda Garand et al., “Diagnostic Labels, Stigma, and Participation in Research Related to Dementia and Mild
Cognitive Impairment,” Research in gerontological nursing 2, no. 2 (2009): 112,
https://doi.org/10.3928/19404921-20090401-04.
271 Schicktanz et al., “Before it is too late: professional responsibilities in late-onset Alzheimer's research and
pre-symptomatic prediction,” 4.
272 Amy L. McGuire and Wylie Burke, “An Unwelcome Side Effect of Direct-to-Consumer Personal Genome
Testing: Raiding the Medical Commons,” JAMA: The Journal of the American Medical Association 300, no. 22
(2008): 2669, https://doi.org/10.1001/jama.2008.803.
273 Carl E. Fisher et al., “The Ethics of Research on Deep Brain Stimulation for Depression: Decisional Capacity
and Therapeutic Misconception,” Annals of the New York Academy of Sciences 1265 (2012): 70,
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0deNoG. AebopEVOU OTL N YEVETIKA OCUUPBOUAEUTIKN €lval UTIOXPEWTLKA YLl TLG YEVETIKEG
e€etdoelg, Touhaylotov otnv Eupwnn, n xprion twv DTC eivat nOwka mpoPAnUATIKY, EMELWON
elval SlaBéopeg péow tou Sadiktiou oxedov maviou. H yeveTikry cupBOUAEUTIKN yla
VEUPOEKPUALOTIKEG VOOOUG elval omavia, KaBwg n YeEVETIK cUUPBOUAEUTIK o€ mepimtwon
TIPOCUUMTWHATIKOU €AEYXOU ETUTPEMETAL LOVO IO €LOIKO LaTPO e podobetn e§eldikevon

0T YEVETIKN OUUBOUAEUTIKY - TouAdxLoTov otn leppavia (Gendiagnistikgesetz §7).274

OL eodaApeveg avtAAPELG META TNV AMOKAAUYN TOU YOVOTUTIOU WMOPEL EMIONG va €XOUV
OPVNTIKEG OUVETELEC, yla TTapAdeLyua, n AfPn cupmAnpwpdtwy onwg n Brtapivn E, n onola
ouxvd Bewpeitatl Aavbaopévo amd toug pun e81kolg OTL pohapBAvel Thv avola?’>, umopei

276 ko éxel €KTOC OO QUTO CNUOVTLIKEC

OKOWUN KOL va €XEL apvnTKn emidpacn otn vonon
nopevepyelec.?’”’” AapBavovtag umoPn AUTEC TIG CUVETIELEG, TO AVOUEVOUEVO OdENOG Uopsi
TIOAU ypryopa va anodeiybel akovaola BAABN, yeyovoc tou Seiyxvel 0Tt LAANOV XpelaleTal EVag
«apXAyyeAoG» ylo va UTtoOAoYLoTEL To peyaAUTepo Suvatd odelog pe kamola BePfaldtnra.
MapoAo mou uTtapyxouV SLaBEatpa SEUTEPOYEVI TIPOANTITIKA HETPA YLOL TNV KOBUOTEPNGON TNG
eudaviong n v emPpaduvon tng €A tng NAOE, dev elval timota mepLocOTEPO ATO TOV
UYLELWVO TpOTIo {wNG, 0 oTtolog oUTWG 1 AAAWG Ba EmpeTe va epopUOTeTAL Lag Kot SV amattel

VEVETIKEC EEETAOELC yLa va cuvtayoypadnOei.?’8

Juvoyilovtag, 600 dev £xoupe otnv SLABOeoN poG amoTeAsopATIKEG Bepameieg yia tnv NAOE,
TIOETAL TO EPWTNUA OV O YEVETLKOG EAEYXOG Yot TNV APOE €4 eival xpriolpog Kat, EMUTAEOV, av
n anodaon yla Tov EAEYX0 lval TPAYUATIKA Ula auTovoun anodacn mou, cUUPwva UE Tn

Bewplia twv Beauchamp kat Childress, amnattel mpdOeon, katovdnon KoL amoucio EEWTEPLIKWY

https://doi.org/10.1111/j.1749-6632.2012.06596.x; van der Schaar et al., “Considerations regarding a diagnosis
of Alzheimer's disease before dementia: a systematic review,” 37.
274 Bundesamt fiir Justiz, “GenDG - nichtamtliches Inhaltsverzeichnis.”
275 Martha C. Morris et al., “Dietary Intake of Antioxidant Nutrients and the Risk of Incident Alzheimer Disease
in a Biracial Community Study,” JAMA: The Journal of the American Medical Association 287, no. 24 (2002):
3230, https://doi.org/10.1001/jama.287.24.3230.
276 Ana Lloret et al., “Vitamin E Paradox in Alzheimer's Disease: It Does Not Prevent Loss of Cognition and May
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erdpdoswv.?’”® H epunveia Twv amoTtEAEOUATWY amoTeAel AN TPOKANON yla TOUG
EMAyYEALATIEG, OMOTE Umopel va apdplofntnOsl OTL oL pn €8LKol €XOUV TIC AMAPALTNTEC
YVWOELG yLa VO 0ELOAOYHOOUV OWOTA TOL AMOTEAECUATA, YEYOVOG TTOU BETEL UTO apudLopritnon
N 6gUtepn mpolmoBeon tng Bswpiag Twv Beauchamp kat Childress - tnv katavonon. TEAog,
TiBevtal epwtAuata, €av n anoddoon yla Tn OLEVEPYELA TIPOCUUNMTWHATIKOU YEVETIKOU
eAéyxou yia NAOE eival pla autovoun amodoon ocov adopd TV amoucia eEWTEPIKWV
embpaocewv. AKOUN KoL av Uropel va umoteOel OTL N EMLPPON TOU LATPOU EKTLUATOL WG TIOAU
HIKPOTEPN Oamd O,TL OTNV OpPXIKA TATEPVOALOTIK Hopdr, Ba mpémel pdAov va
npoUmoBOéooupe edw pLa oXeCLOKN Hopdn aUTOVOULOG, SE60UEVOU OTL TA ATTOTEAECHATO TWV

YEVETIKWV e§eTAOEWV TIEPAAUBAVOUV ETioNG TIOAVEG CUVETIELEG YLOL TNV OLKOYEVELA LOLG.

Mpokelpévou va emiPeBatwbBolv oL aplyws BewpnTikd cuVayOUEVEG UTIOBECELG, amalteltal
TIEPOULTEPW EUTELPLKN EEETAON TWV UTIOOECEWVY HE TN popdh ULOG SLATOUEAKNC LEAETNG OTNV
orola, EKTOC Ao TN YEVIKI OTACN ATMEVAVTL OTOV YEVETLKO EAEYXO Kal TNV dvola, eEstalovral
Ol YVWOELG - YLOL TNV Avola KaBw¢ KAl yLa TN YEVETIKI TIOU OXETIETAL LE TN AVOLA - KOL TITUXEC
OTIWG O VIETEPULVIOMOG KaL N ETLYEVETIKA. KaBwg umdpyxouv HOVO UEAETEG YL CUYYEVELG
QTOMWV PE avola, Ba Atav emBupnth Ko LEAETN TTOU TIEPIAAUBAVEL TOOO TOUC CUYYEVELC

OTOUWV HUE avola, 000 Kal T ATopO TIou SV £XOUV CUYYEVN UE avola (oxAua 12).

MENOG TNG
OLKOYEVELQG
pe/xwpic NA

g€etaon
yia ApoE
€4

VIETEPULVIOMOC
/ ETUYEVETIKN

otaon
QMEVOVTL OTNV
avola

IxAna 12: NMopdyovteg mou evEeXoHEVwG eltnpedlouv Tthv anddaon va urtoBAnBolv o e£taon
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Ko O€Aw va kAeiow pe ta Aoyla tou BlonBikoAoyou Jeffrey P. Kahn:
«Eyouue tnv sukaipia - kot KUplwg tTnv evdovn —
va dnutoupyrnioouue éva neptBailov
mou Ba dtaopalilet
™V kataAAnAn kat anoteAeouatikn xprnon

TWV YEVETIKWYV EEETAOEWV» 2,

280 jeffrey p. Kahn, “CNN - Ethics Matters - Through the Looking Glass: Making Sense of Genetic Tests -
September 23, 1998,” accessed October 3, 2022,
http://edition.cnn.com/HEALTH/bioethics/9809/genetics.part4/template.html.
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