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Yag katabétw wg Avag@opd tv EmiotoAn g IMaveAAnviag Opoomovdiag
EAevBepo-EmayyeApatiov MalSlatpwy OXETIKA HE TOV KABOAIKO TPOANTITIKO
YOVISIWHATIKO €Aeyxo ota veoyvda. Xtnv EmotoAn emonpaivetat OtTL 1
TPOTEWOUEVY BeoP0BETNON KABOALKOU TIPOANTITIKOU YOVISIWHATIKOD EAEYXOL
OTA VEOYV®, OTIWG aUTN SLTUTIWVETAL amd To Ymouvpyeio Yyeilag, cuvioTta pia
TPWTOBOVAIA XWPI§ EMOTNUOVIKY] cLVAIVEST, XWPIG KOWWVIKY wpinavon kat
Xwpls voulkny OBwpakion. H e@appoyn g xwpig mponyoluevn Oeouikn
Tpogpyacia, BAlel T xwpPa Hag O€ EMKIVOLVA aXapTOYPAENTA VEPA 0€ Bépata
BlonOKNG, LATPIKNG TPAKTIKNG KAl TIPOOTACIAG BEUEALWSWV SIKALWUATWY TOU
TS LoV.

Ye autd To MAaiolo ) MaveAAvia Opoomovsio {nta:

e Tnv @ueon avaoToAr] Tou Kat T O£oHIKT] 6VOTAGT EOVIKNG ETLTPOTH)G
HE TN OUUUETOXN TASIATPIKWOV ETAPELWY, BLONOIKWV EMITPOTIWY,
OPYAVWOEMWV YOVEWV, VOULK®MV KUl KOLVWVIKWYV ETLOTNHLOVWV.

e Tn 8muoocwa Snpoctomoinoen OAwv TwWV HEAET®OV OKOTIUOTNTAG,
TEKUNPLWONG  KOOTOUG-ATOTEAECUATIKOTNTAG, KOl  YVWHOSOTHOEWYV
EMOTNHOVIK®WV POPEWV TOV 01 ynoav oty ocvvtadn Tov oxediov vopov.

e Tnv evioyvon kKat €koLyXpoviopd tov v@lotapevov EIMEN, movu
onuepa §ev KAAUTITEL LOOTIHA TOV MANOVOUO kal dev apakoAovBeltal
ETAPKWSG.

e Tnv kata mpotepaldTNTA E€MEVSUVON otV KABOAK Yn@Lakn
Kataypa@n epfoAlacpwyv, otn SNUocla Tadlatpikn @povtida, kal ota
TPAYUATIKE TIPOBAHATA VYEING TWV TALSLWV.

[MapakaAeioBe va Aafete vTTOYN TO OXETIKA QULTNHATA KOL VO LE EVILEPWOETE
AUECA YL TIG ATIOPACELG KAL TIG EVEPYELEG O,

ETiouvantetal To oxeTiko £yypago.
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Ipog: [IpwBvmovpyod, Ymovpyots Yyeiag, Apynyovs Kopupdtomy,
BovAevtég tov KowvoBoviiov
Kowomoinon: I1IZ, latpikoi XOAL0y01, Anpocioypdeot Yyeiog

Oépo: Emomuovikég kot Oecpukés evotdoels v kaboAkod
TPOANTTIKO YOVIOLOUATIKO EAEYYO GTO VEOYVAL

A&uoTyot kupieg kot Kvplot,

H #potewvopevn  Oeopobémmon  kabBoiukod  mpoAnmrikol
YOVIOLOUOTIKOD EAEYYOL OTA VEOYVA, OTMG OTY| SLOTLITMVETOL OO
t0 Ymovpyeio Yvyelag, ovviotd pwoo mpoTofoviia  yopig
EMOTNUOVIKT] OLVAIVEST], YOPIS KOWWOVIKY] @pipovon kKo
xopic vopkn Bopakion. H spappoyn g, yopic mponyoduevn
Oeopikn  mpogpyacia, Pdler ™ ydpa pog oe  emkivovva
ayaptoypaento vepd o€ Bépata Prondikne, ITPIKNG TPAKTIKNG
Kot TPOGTaGiog OEHeMMODV SIKAUOUATO®V TOV TALd10V.

Q¢ [Maverivio Opoonovdio  ElevBepoemayyeipotidv
[Mowddtpov (ITOMEII), ekppdlovpe tOV £€VIOVO EMGTNUOVIKO
TpoPAnuaticpnd Kot T Oespikn pag avtifeon oty TpomOnon evog
1660 pwlwod kot evaicOntov pétpov, PG OVOLOGTIKN
ofodAevon e TOVG QPOPELS TNG TOOLATPIKTG KOWATNTOGC, YOPIg
GLGTNUATIKY 0EOAOYNGT TOL ONLOGIOVOUIKOV KOGTOVS KOl YOPIg
EKTIUNON TOV EMITOCEDV GTNV TOWOTPIKN PPOVTION TPDOTNG
YPOUUNG.

Emonpaivoope ta eéng:

1.Agv voiotator onuepa 0EOVOS EMOGTNNOVIKY 1] TOMTIKY)
ovvaiveon vaép kaBoiikov WGS og veoyvd. Or ehdyioteg
mAoTIkéG mpwToPovAieg (0mwg oto Hvouévo Baoiielo xat tig
HITA) &ivor  avompd  TEPAPATIKEG, TPOOIPETIKEG, KO
cuvodgvovtal and TOAVTAOKO cvoTiuoTe Plondkng emnomteiog,
VOUKNG TTPOoTaciag Kot pakpoypoviag agtordynonc. H EALGOa
dgv O1a0étel oOte 10 Beopikd, 00TE TO EMOTNUOVIKO, OVTE TO
TEXVIKO LIOPaBpo Yo Lo TOGO TPOWPT YEVIKELUEVT] EPOPLOYT.

2. H mipns omoKk®OIKoToinet] 100 avlpaOmivoy YoOVISIONATOS
0gv  €lvol  TPOCLUTTOMOTIKOS  £AEYY0G. Aev  OviVeEVEL
ovykekpléva, Oepamedoylo 1 TPOANYILD  VOOCIUOTO  UE
TEKUNPIOUEVT] OTOTEAEGLATIKOTNTO, OTMOC TO KAOGIKO VEOYVIKO
screening. Avtifeta, mapéyel LEYAAO OYKO dedOUEVDV e affEPan
KMVIKT] onuocio, OMuovpydvtag oavnovyioa yopic O0@eA0G,
Qowvouevo Yyvootd og "genetic overdiagnosis".

3. Ilpokaieitar averavopOmtn PLAPN oty wwTpki| oyéon, TNV
YUK MPERIc TNG OIKOYEVEWNS KOl TO OIKOLONATO TOV
nawdwov. H evnuepopévn cuvaiveon yuo YOVISIOUATIKT 0vAALGT)
OTO VEOYVA £1vaL €K TV TPAYUATOV EAMTNIG, KaBMG apopd dTopo


mailto:info@pomep.gr

Y®pig vopkn avtodidbeon kot ywpic dvvoardmra dpvnong. EmmAéov, ot
ATOKOAOYELS TPOSIADECIKMY N U1 OVTIUETOTICIU®OV VOSIUAT®V dnpiovpyodv
Bapn otnv yuyoroyio kol TNV Kowvwvikn (N TOL Ta1d100, EVIOTE Ko Y®Pic
KOVEVA TTPOKTIKO OVTIKPIGLLOL.

4. To vowotadpevo EOviko Ilpoypappa IIpoinmtikod EAéyyov Neoyvov
(EIIIIEN) givol 00uIKA OVETOPKES KO VTOYPNUOTOO0TOVNEVO. Avti va
evioyvBel kat vo emextabel pe véovg deikteg, amonpocavatoAileTol n ONUOGL
ocv{nmon omd £€va «KOWOTOUO OENYNUO» 7OV OV OVTOTOKPIVETOL OTIG
ONUEPIVESG avAYKES TNG ONUOGLOG LYETOC.

5. Amovowdler mAMpmg N vopky kKou Ogopikn] vmooopn odwygipiong TV
ocoopévov. To oyxédo vopov dOev mapEYEl OMAVINGES o€ OepeAidon
EPOTNLOTAL

[Totog ehéyyet kot moog €xel mpdsPaoct ota dedopéva;

['a wéc0 Ypovo;

[Totog €xetl evBOVM Yo TV EpUNVEID TOV KEVPNUATOVY;

[log mpoctatedeTat 1o Todi 610 PEALOV;

Ewwd oe mepifdriov pe 0AAMTES KPATIKEG YNOLOKES VITOOOUES, Ot
kivduvot givar avumoAdYIGTOL.

Qg gk TovTOVL, {NTOVNE:

e Tnv apeon avaotorn Tov Ko 1 Ogopikn] cveTaon eBvikng emTponng pe ™
GUUUETOYN TOWWITPIKAOV ETAPEIDV, Plondikdv EMTPOT®OV, OPYOVAGEDV
YOVE®V, VOUIKAOV Kol KOWVOVIKOV ETIGTNUOVOV.

e Tn dnpocra dnpoclomoinon OA®V TOV HEAETOV GKOTIUOTNTOS, TEKUNPIOONG
KOGTOVG-AMOTEAEGUATIKOTNTOG, KOl YVOUOOOTNCEMV EMIGTNUOVIKOV POPEMV
oV 00N ynoav ot cHvIaén Tov 6Yediov VOLOU.

o Tnv gvioyvon kat ekovyypoviepo tov veretapevov EINEN, mov onjuepa dev
KOADTTEL 100TIL TOV TANBVOUO Kot Ogv TapaKolovOeitan ETapPKAOC.

e Tnv kotd mpotepOTNTA EMEVOLON GTNV KOOOAIKY] YNOLOKY KOTAYPOEN
eupoloopudv, ot OMUOCLH TOLOLOTPIKY] PPOVTION, KOl OTO TPOYHOTIKO
TpoPALaTa VYEIOS TOV TOOLDV.

H yevetkn 1wtpikny dev mpémer va  petatponel o€ gpyoielo  TEXVOKPATIKOD
EVIVTOGLUGHOV 1 O TEDI0 TEPAUATICHOD €Ml TOV TIO EVOAOTOV TOATAOV, TOV
veoyévvntov. H BovAr opeidet va mpoacmicel To ZOvTay Lo, T AOYIKT Kot TO VTEPTUTO
GLUPEPOV TOV TOLd10V.

Me T,

O MPOEAPO2 O TIPAMMATEAZ

Kwvotavtivog . NtahoUkag lwavvng Pitoog



IHAPAPTHMA

Aebvi] mopodciypato — Emotnpuoviki] TEKuNpioon Yoo TOV TPOANTTIKO
YOVIOLOPATIKO £AEYYO VEOYVAOV

1. Hvopévo Baoiiero — Genomics England: "Generation Study' (2023)

e To Hvouévo Baciiero mpoywpd miotikd o WGS 100.000 veoyvav péco amd
v "Newborn Genomes Programme", amokA&16TIKA Y10 6KOTOVS HEAETNG.

o H pelétn dev amoterel mpodypoppa dnuécrag vyeiag, 6&v EVOOLATMOVETAL GTO
NHS Newborn Screening, Kot amaitel 0voTnpn EVLEPOUEVT] GLYKATADEST) TOV
YOVE®V.

e To National Screening Committee ogv é&xer eykpivet 10 WGS g
TPOCLUTTOUATIKO EAEYYO GTOV YEVIKO TANOLGUO.

IInyn: Genomics England. The Newborn Genomes Programme: a public dialogue.
|

I [1o/vteicc — BabySeq Project

o Tlpoxetton yior KAMVIKT TAOTIKNY LEAETT), O)L KOOOAKO TPOYPULLLLOL.

e Anuoctevpéveg peréteg amd v opddo delyvovv ott povo 9,4% twv vyudv
veoyvav @épovv maboydva yovidlon oxetilopeva pe moudiky] acBévewn. Ta
TEPLGGOTEPA dEV AmOUTOVSAV TAPEUPOCT GUETAL.

o Tlopapévoov cofopd Cntiuata epunvelag, WYOXOAOYIKOV EMMTOCEWDYV, Kol
VIEPOEYVOOTC.

Inyéc:
e Holm IA et al. (2018). BabySeq Project: Pilot Genomic Sequencing for
Newborns. Genetics in Medicine. https://doi.org/10.1038/gim.2017.121
e Green RC et al. (2022). BabySeq findings and implications for newborn
screening. American Journal of Human Genetics.
https://doi.org/10.1016/j.ajhg.2022.03.010

3. Enionpec ovotdoeis Erayyelpotik@v Opyoviopov

= American College of Medical Genetics and Genomics (ACMG):

"Agv ovotvetal KoOOAIKN YOVISIOUOTIKY] OVAAVLOT OTO VEOYVA €KTOC TANIGIOL
épevvag."”

ACMG Policy Statement (2015): https://doi.org/10.1038/gim.2015.30

= American Academy of Pediatrics (AAP) & American College of Medical Genetics (ACMG):

"O yevetkdg €heyyoc o€ Toudld TPEMEL Vo yiveTor UOVO Yo KAWIKA YPNOYLEG,
nopeuPoTiKé TANpoopiec. Agv emTPEMETOL TPOANTTIKY 0OvO TGO YEVETIK®OV
npodabécemv evnAikov."
Ross LF, et al. Pediatrics. 2013;131(3):620-622. https://doi.org/10.1542/peds.2012-
3680



4. HOwa ka1 Kowovika Zntipato

e H pron0ucn xowvotyta smionuaivel v acvppfatétnta ka@oiikov WGS pe
TIS 0PYES QVTOVONTNG KOl 6VYKATAOESNS (TO VEOYVO OV UTOPEL VO GUVOVESEL
Y10 LEAAOVTIKEG TPOO1UBETELS).

e Meléteg Oeiyvouv OTL 1 omokdALYM «mpodiabeoncy ywpig OepamevTikn
TPOOTTIK 0ONYel ©€ WUYOAOYIKN] TiIEOT, KOLVOVIKO OTIYNOTIOHO, Kol
AavOaopéves amo@doeig vysiac.

[nyéc:
o Botkin JR et al. (2015). Points to Consider: Ethical, Legal, and Psychosocial
Implications of Genetic Testing in Children and Adolescents. American Journal
of Human Genetics. https://doi.org/10.1016/j.ajhg.2015.05.022

e Lucassen A, et al. (2021). Why genome sequencing of newborns is not justified.
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5. Kootog — Amotereospotikotnto — [lpotepardtnreg Anpociog Yyeiog

e To xo6ctog WGS (yevetikn avaivon, anobrjkevon, epunveio) vaeppaivel katd
100 @opég t0 cuuPatikd veoyvikod screening.

e Agv vmapyovv a&lOmoTa 0£dOUEVA Y10 TO KOGTOG-OTOTELEGUOTIKOTNTO GE
eninedo mAnBvuouov.

e O IMayxkocmog Opyoaviopog Yyelag doev meprhappdver to WGS ota epyoleio
TpocvUTTOUATIKOD eAéyyov. Eotidler oe evioyvon Pacikadv vanpeoiov
vyeiag (epuPoia, screening SMA, vmoBvpeoeldicroy, QAIVLAKETOVOLPING,
K.4.).

Inyéc:
o World Health Organization. Genomic technologies in || G

. |
e Lazaro-Munoz G, et al. (2023). Cost-effectiveness of WGS in newborn
screening. Genetics in Medicine. https://doi.org/10.1016/j.gim.2022.12.004

YOUTEPUCRATIKA

Kopio mponypévn yopa dev £xel tpoywpnoct o€ kaBoikn epappoyn WGS o€ veoyva
0g mpoypappa onpocwog vysios. Avtibétog, or yopeg Oedyovv TAOTIKG
APOYPAUNOTA LLE OVOTNPN eMOnTELD, BronOikn TPocTAGia Kot EPEVVNTIKN TPOGEYYION).
Ot 01eBveic emomnuoviKol Qopeig TPOEWOTO0VY OTL N TPO®PN KAOOAIKY| EQUPLOYT|
napopraler Pacikég apyéc g madwTPIKIG, TS Prondikic ko TS onuioclug
vyeiog.





