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Aitnpa Acknong twv E§oucLwv tng ANMAMNX avaypopLka pe

TNV MPOoYypUHHATLKI) GUpBacn tou Yrtoupyeiou Yyeiag pe

tnv etarpia RealGenix kal tnv AMKE Beginnings - Newborn
Sequencing Initiative.

ABnva, 14.04.2025

A&LoTLE Mpoedpe NG Apxng Mpootactiag AsSopevwy MpoowTitkoU Xapaktipa (AMAMX), K.
MevouSako,

Me tnv mapouca emotoAr) n Homo Digitalis atteltat tnv doknon Twv €PELVNTIKWVY
e€ouolwv tNg AMAMX OXETIKA PE TNV TIPOYPAPMATIKI) cUUBacn tou Ymoupyeiou Yyelag pe
Vv etapla RealGenix kat tnv AMKE Beginnings - Newborn Sequencing Initiative,
oLPPWVa e Tto apbpo 58 tou MevikoL Kavoviopou Mpootaciag AsSopgvwy (TKMA).

Tuykekplpeva, Tnv Mapaokeun 11 Amtplliou n epnuepida “H Epnuepiéa twv Suviaktwy”
Kal to Siktuo Snuocloypd@wv “Reporters United” pe kowvry Toug €pesuva avedelgav

TIpoypappatikr) cupBaon tou Yroupyeiou Yyeiag, n omota apopd TNV LELWTLKOTIOINON TOU
TIPOANTITLKOU  EAEYXOU TWV VEOYVWV KalL oxetidetat pe tnv enefepyacia  €L8LKWV
KATNYOPLWV TIPOOWTILKWY SeSOPEVWY, Kal €L8LKOTEPA TNV eMefepyacia YEVETLKWY
SeSopévwy, NTOL SeSOUEVWY  TIPOOWTILKOU  YXAPAKTApA Tou oxetifovtat pe Ta
KANPOVOUNUEVA I ATIOKEKTNHEVA YEVETIKA XAPAKTNPLOTLKA €VOC (PUOLKOU TIPOCWTIOU Ta
omola TpokUTTOouV amd TtV avdAuon PLoAoylkol Selypatog Tou €V AOYyW (PUOLKOU
TIPOoWTIoU, &lwE amod XPWHOOWHLIKA avaiuon &soouplBovoukAeikol o&éog (DNA) N
pLBovouKkAelkoU o&€og (RNA) 1 amd tnv avalucn AAAOU OTOLXElOU TIOU ETILTPETIEL TNV
amoKTNON LOOSUVAPWYV TIANPOYOPLWV.

To kelpevo NG TIpoypaPPATLKAG oUPPBaoNG, To otolo ExeL avaptnsei otnv LOTOoEALSA TOU
Siktuou “Reporters United”, avadelkvUEL WG OKOTIO TNG TNV £L0aywyr] KABoALKoU gAgyxou
TOU GUVOALKOU YOVLSLWPATOG VEOYVWV otnv EAAGSa €wg to 2029 «pecw TNG €QAPUOYNG
TEXVOAOYLWV aAANAouxlong kat avdAuong DNA véag yevidg». To «€pyo» autod, PE TNV
ovopaoia First Steps, SnAwvel OTL «SUvataly VA OLEKTIEPALWOEL «HPE TNV KATAAANAN
ouv&popr) tou uttoupyelou Yyetac» n AMKE Beginnings, evw avapévetat va uAottolnBel o€
800 xpoVLIKEC Aokl (Tn lavouapiou 2025 - 31Maptiou 2026 kat 1 Ampliiou 2026 - 31
Maptiou 2029), pye mpoPAentopevn cuppetoxn 100.000 veoyvwy. Emiong, Slatumwvetal
pPNTA OTL TA €PEUVNTIKA aATIOTEAEOPATA amd TNV AAANAOUXLON TOU YOVLSLWUATOG TWV
vEOYVWV Ba avrkouv armoKAELOTIKA otnv €talpld RealGenix (oeA. 4 kat oel. 11), evw
EUTIEPLEXETAL KAL AUOTNPN PNTPA EUTILOTEUTLKOTNTAG 0TO ApBpo 10, To oTmolo TpoPAETEL
OTL TO «OAO €pyo TNG Tapoucag [Mpoypappatikng Zuppwviag kat Ta oToLadnmoTte
moplopata xapaktnpifovtal andoppnta kat wg tolavta ta dtayelpiovtal kat apyrnv ta
EUTIAEKOPEVA PEPN.
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https://www.efsyn.gr/politiki/468913_o-adonis-georgiadis-idiotikopoiei-ton-elegho-toy-dna-ton-neognon
https://www.reportersunited.gr/
https://www.documentcloud.org/documents/25893844-programmatike-sumbase-up-ugeias-me-realgenix-beginnings/
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Avawoplkd Mpe TNV Eemnefepyacia TPOOWTILKWY SeSoPEVWY, TO KEPEVO TNG
TIpOypApPAtIKnC cuuBaong oto ApBpo 1, tap. 7 avagepeL OTL N UAOTIOLNCN Tou &V Adyw
€pyou Ba “éxeL WC amoTEAEoUaA TN SnuLoupyla, yla Tpwtn wopd otnv EANASq, Blotpamelwy
KAl Pn@Lakwy BACEWY YOVISLWHPATIKWY SES0UEVWY, OL OTtoleG Ba TPOYOSOTOUV HE KALVLKEG
TIANPOWOpPLeG Ta pnTpwa acBevelwv Tou Bplokovtat umod avamtuén, Ba cuvdéovtal pe
nAektpovikda apyeta vyetag (Electronic Health Records) xpnotpevovtag €tol... o€ pla da
Blou yoviSLwpatika kabodnyoupevn Ttapoyr TIPOANTITLKIG UYELOVOULKNG TIEPLBaAPNG”.

Entiong, oto (6lo apBpo, ap. 9 to Yrmoupyeio Yyelag avapepel pntd OTL 0TO TAQ{OLO TOU
€pyou AapBavouv xwpa pAageLg emegepyaoiag TPOOWTILKWY SESOUEVWY, EVW APKELTAL OTO
va ava@epsl TwG amAd “avtiAapBAavetal otL Tta EPEUVNTIKA aToTeAecpata mou Ba
TpokUYPouv armo tn Stadikacia tng aAnAouUxLong Kat avaAuong TOU YovISLWPATOG TWV
veoyvwy, Ba elval TARpwg amoouvdedepéva amod TA TIPOOWTILKA SeSopéva  Twv
UTTOKELPEVWV". MAALOTQ, 0TNV apEcWC eTTOEVN TTapdypago Ttou sltou dpbpou (rtap. 10) to
Yroupyeto Yyetag opidel 6Tt To Ivotitouto Yyelag tou Matdlov Ba amoTeAEcEL OTPATNYLKO
€TALpo TOU €pyou, emeldn Slaxelpiletal kat ouvtovidel tov Ploxnuikd €Aeyxo 80.000
VEOYEWNTWV €Tnolwg kat @loevel tnv €Bvikn Baon dedopevwy apakoAoudnong twv
VEOYEWWNTWVY, KATL TIOU EVEEXOUEVWG TIAPATIEUTIEL OE TIEPLOCOTEPEG TIPAEELG eTeEepyaoiag
ELSLKWV KATNYOPLWV SES0PEVWV.

ISLaitepa TIPOPANUATLKO €lval TO yeyovog, OTL 0To ApBpo 5 TG €V AOYW TIPOYPAHPHATLKAG
oUpBaong, opiletal otL uTELBLVO yLa TNV “ipocappoyr TG UAoToinong” Tou €pyou pe
TNV vopoBeoia yla tnv pootacia MPoowTILKWY SeS0UEVWY Elval €va QUOLKO TIPOowWTTO (1)
To omolo Sev palvetal va cUVEEETAL PE OTIOLASHTIOTE OxEon WE To YToupyelo Yyetlag 1 Tig
Vo etalpleg, evw @UOKA n opoAoyla TOU Xpnolpotoleitat (“rmpocapuoyry NG
uAoTtolnong”) KPLVETAL WG AKPWG ASOKLUN KAl aoa@rig OXETLKA P TG Slatdgelg tou GDPR
KAl TLG UTIOXPEWOELG TIOU QVAKUTITOUV Yyld TO &V AOYyW (QUOLKO TIPOOWTIO 0TV
TpaypatikotnTa (dnAadn &ev oplletal KATIOLOG OUYKEKPLUEVOG KAl oa@ng pOAOG yLa To
(PUOLKO TIPOCWTIO AUTO, CUHPWVA PE TNV opoAoyia Twv dtata&ewv tou MKMA).

Eniong, dkpwg mpoPAnpatikd sival kat to ApBpo 11 tng MpoypaPpatikig cuppBacng, to
oTtolo TItAopopeital wg “Emegepyaoia AsSopevwy”, xwplg wWotodoo va arooagnvidel r va
ene€nyel oxeTkad {ntrpata. AvtiBETwe, apKeltal va avagpeépel OTL Ta pépn “Suvavtal” va
uTtoypAPouV OXETLKN cUUPBaon eneEepyaciag SeSopévwy, VW 0TNV TIPAYHATIKOTNTA lval
UTIoX PEWON Toug pe Baon to apBpo 26 MKMA (amd kowou umevBuvol eme€epyaoiag) r/kat
To ApBpo 28 TKMA (oxéon umeuBuUvou-ekteAoLVTA TNV enegepyaoia). MAALota, n etaipla
Real Genix, opiletal amo ta cupgpaldpeva tng map. 3 Tou dou apbpou, wg YrevBuvog
Ene&epyaotiag, kabwg avalapBdvel tnv uttoxpéwon kataptiong DPIA (kabwg cupwva pe
To ApBpo 35 IKIMA n ev AOyw UTIOXPEWON avrnkeL otov YreuBuvo Emnegepyaoiag), xwplig va
amocagnvifovtat oL poAoL TwV AAWV PEPWV TNG cUKBaoNG.
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Emteldr}, pe Baon to Kelpevo tNG TPOYPAMMATLKNG cUpBacng Siagaivetat pia
QVETAPKNG avagpopd o€ {NTAHATA CGUHHOPYWOTNG TOV €V AOyw E£PYOU HE TNV
vopoBecoia yLa Tnv mpootacia TIPocwWTILKWY SESOMEVWY, XWPLG va emegnyouvtal oL
POAOL TWV ETALPWVY, KAL XWPLG va TTAPEXETAL | OTIOLASATIOTE TIANpPoOYopia Ttou Ba
HMTOPOUCE VA EPTIVEUGEL TNV EUTILGTOCUVIN TOU KOLvoU yLa tn cofapotnta PE tnv
omoia appolel va gEetadovtal EPEUVNTLKA TPOypAPHMATA TTIOU CXETL{ovTaL PE TNV
emefepyacia ELSLKWV  KATNYOPLWV SESOMEVWV  TPOCWTILKOU  XAPAKTNPA,
AITOYMAZTE amé tnv ANANX:

e YUpopwva pe ta ApBpa 58(1) (a) kat (B) tou MKMA, va swoel evtoAn oto Ymoupyeio
Yyelag kat tig SUo etalpleg va mapdoxouv KABe TANpPoYopla TIPOKELPWEVOU Va
aTIoCAPNVLOTOUV OL TIPOKANCELG YLa TA SLKALWHATA TWV UTIOKELPHEVWY TWV SE80UEVWV
Tou UTtoypappifoupe avwTEpw, Kal va SLeEayel OXETIKN €peuva. EueAmiotolpe o
XOPAKTNPLOPOG TNG oUPPBAoNG WG amdppnTog VA PNV aTOTEAECEL TPOXOTIESN OTNV
AoKNOoN TWV EPELVNTIKWY €E0UCLWV TNG ATAMX, OTIWG €xel CUUPBEL TTIOAAEG POPEC OTO
TTapeABov,

e JUppwva pe to ApBpo 58 (2)(8) va dwoel evioAr} oto Ymoupyeilo Yyelag kat TG duo
etalpleg va kablotouv Tig TIpagelg emegepyactiag cUPPWVEG PE TLG SLatdEelg Tou MKIMA,
HE OUYKEKPLUEVO TPOTIO KAl €VTOG oplopévng mpoBeopiag, &lwg 6oov apopd TG
UTIOX PEWOELG TOUG, OTIWG QVAKUTITOUV amod ta apbpa 24-31 kat 35-37 FKMA.

- Homo Digitalis
ASTIKH MH KEPAOIKOTIKH ETAIPEIA
MAPAAOY 12, AGHNA T.K. 118 54
ADM: 997028505 - AOY: £J* AOHNON
E=malli Infa @ Harn italis:gr
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