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IIpooipo

H kowoypnoia® (sharing) yovidiopotikdy kat GAA®V 0tpikdv dedopévov sivar Oepeiddovg onpasciog yia
T Brolatpikn £pevuva, TPOKEUEVOL VO, SLUGPAAIGTEL 1] ELTUEPIN KO 1] GLVEXTG TPOOS0G GTNV KOTAVOTON
¢ avOpomvng vyeiog. H Prolatpum €peuva mpaypatonoleitan HEcm d1E0VMV GUVEPYUGSLDY, O1 OTOTEG
eyeipovv moikideg TpokANcels. Ot TPOKANGELG AVTES OOLTOVV EVOL EQAPUOGIUO BECUIKO TANIGLO TOV V.
QEPEL OE ETOPT VOLOOETIKOVGS, YPNUOTOSOTIKOVG KO EKOOTIKOVG POPEIC, OLLAGES ATHEVAV KOl TEXVIKOVG
TANPOPOPLOV LE TN Propmyovio Kot TIC EPEVVITIKEC OUAOEG TPOKEIUEVOL VO GUVOLALOPPDOGOVV aPYES Yo
™V avtaAloyn Tov d0edopévav. Eva tétolo mhaicto Ba dievkodbvel T die&aywyn venbuvng Epsuvag.

To napov [TAaiclo avantdcoetal vd v aryida g [aykdoog Zvppayiog (Genetic Alliance) yuo ™
TNovidiwpatiky (Genomics) kot v Yyeia. XKomdg TOV gival TPAOTOV Vo, GOUPAAEL GTNV EMTAYLVON TG
TPOOSOL OV APOPE. oTNV avBpdTIVY vYEia, dlevkoAlvvovTag TV KabiEpmon evog [Thaiciov Kowvng
EVOPLOVIGUEVTG TTPOGEYYIONG, OEVLTEPOV VOl EMTPEYEL TNV ATOTEAECUATIKY] Kot VTELOHVLVN ATO KOLVOL YPTION
YOVIOLOUOTIK®V KOl KAVIKGOV 0€00UEVMV, KOl TEAOG VO O1|LLOVPYNGEL TPOYPAUUOTO AEL0TOINOTG
dedOUEV@V, TO OTTOT0L EVICYVOVY KO OVOOEIKVDOLY TNV a&ia TNG ¥pHoNS aVTnG.

To mapov [MAaicio mapéyet kabBodnynon yio tnv veevHLVN KOVoYPNGIL YOVISIOHATIKOV Kol GAA®DV

WOTPIKAOV OE00UEVOV, GUUTEPIAAUPOVOUEVOV TPOCSOTIKMV OEGOUEVMV, KOl AOITAOV O0ES0UEVOV TOL UTOPEL
VoL £(0VV TPOYVMOTIKN a&ia OG0V apopd TOV TOUEN TNG LYEIOC. Xuykekpluéva 61det 1dtaitepn EUPaoT) 6TO
apBpo 27 tng Owovpevikng Ataknpuéng yuo to. AvBpomiva Atkoudpota tov 1948. To apBpo 27 eyyvdron

! ¥nueioon tov petappactdv: Adym e Svokoiog va amodobel ota eEAAnvikd o dpoc “sharing” o omolog avapépeTat
o1 ddikacio TG Ao Kool XpHoNs 1 «HLOPEGUATOSY JESOUEVOV, 01 OPOL KKOVOYXPTGLO» KOl KOO KOWVOL YpNoT»
Ba evadrldccovTat Kot Oa ypnoionoovval avé Tepintmon.
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T, STKOLOUOTO KADE ATOUOV GTOV KOGHO, VO, KUETEYEL GTIV EXICTNLOVIKT TPO0S0 Kol 6Ta, aryafd Tno»
(cvpumeptAhopfavoprévng TG CLUUETOYXNG G€ LITEVOBVVT ETLOTNHOVIKT £PELVA) KO TOVTOYPOVA «VOL
TPOCTOTEVOVTOL TO NOIKE Kot VAIKE GUUPEPOVTA TOL TOL ATOPPEOVY ald KAOE EI00VE EMGTNUOVIKTY],
Aoyoteyvikn N KoAArteyvikn mopaywyn Tovy. (Onwe meprypdeetan oto [apdptua 1 vrdpyovy moAriég
AAeg ovpPaoelg ko eBvikég 1 d1ebveig vopobeaieg, vopot Kot TOATIKEG TOL GVUPAAAOVY GTNY VITEVHLVN
0T0 KOLVOU YpNoT 6edopévmy.)

To mapdv [Thaicro amoppéet omd 10 VOPOTIVO SIKAIDA TNG WOIOTIKOTNTAG, TNV apyN TNG UN-01dKpiong Kot
™V apyn TG O1dKAoTIKNG dukatoovvng. Tavtdypova, Bempel 6Aeg TIG apyEg TOL dEmOLVY Ta avOpOTIVLL
SKOLOUOTA MG AAANAEAEVOETES, AAANAOGUUTANPOVUEVES Kol OAANAETIOPOVGES, OTNPLOUEVES 6TO GEPAGHO
m¢ avOpomvng aglonpéneiag. O oefacoc TPOog OAOVE TOVE OVOPMITOVS, EVVOL0 TOV JIETEL OAEG TIG OAAEG
EMUEPOVS OPYES, EMLTLYYAVETAL OGO 1) EMGTNIN TPOOSEVEL LOVO PECH TNG EVPELNG VTOGTHPIENG TNG
Kowovioag. Xvykekpyéva, To Tapdv [Miaicto Btel Eva chvoro BepeMwdmv apydv yio T dteEaymyn
VIEVBLYNC £pEVVOC KL TNV EMIPAEYN GLOTNUATOV KOWVOYPNCIOG YOVIOI®UATIKOV Kol GALDV 1UTPIKOV
dedopévav. Etvar dikaiopa OAmv tov avipdrmv va potpdloviol To 0QEAT TG ETLGTNUOVIKNIG TPOAS0L Kot
TV gpapuoyav tns. To mapov IThaicto epunvedet 1o Sikaimpo 0T MG VITOYPEDGCT EKEIVOV TOL TAPAYOLV
Kot EKEVOV TOV 0ELOTOL0VV TOL OEOOUEVA, VO, GUUUETEXOVY GtV VIeELBLVN deaymyn Epevvac, va Exovv
mpocPaon Kot va, potpalovtat pe OAO TOV KOGHO YOVIOIOUOTIKA Kot GAAa dedopéva Tov oyetilovtat pe Tnv
vyeia. Ta dedopéva avtd apopodv og OLO TO PAGHA TNG £pELVACS, 0md TN PAGIKY| £pgLVa LEXPL TIG
TPOKTIKEG PapoYEG TNG. To mapov IThaicilo avayvmpiletl to dikaimpo ekeivav Tov Tapdyovy Kot ekelvav
7oV a&10TO10VV TOL SESOUEVA VO KATOYVPMVETAL GUUPBOAT TOVS TNV £PELVA, XOPIG VO Tapayk®ViLeTal TO
dkoimpa ekeivav Tov £xovv Tapaympnoet ta dedopéva Tovg. Baciletor oto dikainpo OOV TV TOMTOV
TOYKOGHIMG, va £xovV TPOSPacT 6Ta 0QEATN amd TV TPOOdO TNG EMOTHIUNG, KOl GTO SIKALDOUN TOV
EMOTNUOVAOV VO ovayvVOPIileToL 1) GUUPOAT TOVG, EVA TOVTOYPOVA EVIGYVEL TO diKaimpa 6TV EAgLOEP
deEaymyn €pevvac.

H a&ia tov mapdvtog [Thasiov Eykettal ota mapakdTo: TPOSPEPEL TOMTIKEG KO VOUKES OLULGTACELS TTOV
vrepPaivouv Tig nOwég apyég e Prondukng ko Tapéyet Eva a&ldmioTo mhaicto dakvEpvnong yo TNy
KOWOYPNGio YOVISIOHOTIKOV Kot GAA®DV 0E00UEVAOV TOL GYETICOVTAL [LE TNV VYELR; 0POPA OLADES Ko
Qopeic,Kat Oyl LOVOV ATop; VILOYPAUUILEL TNV TPOOSEVLTIKN TPAYLLATOTOINGT TV KAONKOVT®V; Kot
TPOTPETEL TPOG Opdiom KLBePVNOELS, Propmyavia, ypNUATOSOTIKOVS Kot EKOOTIKOVS POPELS KOl ETIGTHUOVEG
£T01 doTE va Inpovpyndet Eva diebvég meptPailov yio Tnv vevBvvn KowoypNGio dESOUEVOV.

To mapoév [Mhaicro Ba avartvydel tepartépom pe epappootikég IoMrtikég (politics) mTov avapépoviat o
ovvéyela (Iapdptnpa 2) Kot apopovv €101ka {ntnpoata 0nmg eivat 1 NN dtakvPépynon, n cuvaiveon, N
WotikdTTa Kot 1 acedreta. To [TAaicto kot ot epappootikég [Todttikég Tov akolovBodv pmropovv va
ypnoorombovv oe diebvn mpoypdupota (avesdptnto pe To qv etvar vo v aryida ™ [Haykoopog
Soppoyiag), £T01 MOTE VO LETATPOTOVY OTUSIUKG GE EPYOLEID, TOV Ol AVUYVOPIGUEVES A0 SLAPOPES
dkanodooieg eheyKTIKES apyés Oa supfovievovtar 1} Ba oTpépovian Tpog Kabodnynon. Avayvepilovtag
TNV TOIKOAOHOPPIOL TOV VOLUKOV KO NOIKOV TPOCEYYIGEMV Kol OVTOS GE ETOYOTNTO MG TPOS AVAODOLEVL
{nmunata, 1060 to Tapdv [Thdisio 660 kat ot epappootikég [ToAtikég Tov, GTOXEVOVY GTNV TOPOYN
Kkafodynong o€ ovtd TOV TOUEN YEYOVOS TTOL Bl 001 YNoEL GE eVpvTEPT GLLNTNON.
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I. Yxomoc ko Epunveia

1. Xxomdg: O okondg Tov mapdvtog [Thaisiov eivar va mapéyet Eva TAAIG1IO apy®V KOl TPOKTIKMV Yol TV
veEVBLYN KOVOYXPNGia YOVISIOUATIKOV Kot GAA®V 10TPIKOV dedopéEvav. Ot mpoTapykol Tov 6ToOYoL Eiva:

i VO TPOGTOTEVEL KO VO, TPOBEL TV gumpepio Kot To. STKOLMUATO TOV ATOU®Y 0VE TOV KOGLO
OYETIKA LLE TNV KOWVOYPNGI0 YOVISI®UOTIK®V Kol GAADV 1ATPIK®V OEG0UEVMV, EIOTKA TOV SIKOIOUATOV
ekelvav Tov cuvéBalav pe Ta dEdOEVH TOVG OTNV deEayyn £pEvvag,

ii. VoL AEITOVPYEL CUUTANPOUOATIKE OC TPOG TOVE VITAPYOVTES VOLOLS KOl KOVOVIGLOVG, TOV OPOPOVV
OTNV WIOTIKOTNTO KoL TV TPOOTUGIO TOV TPOCOTIKMV OEGOUEVMV, KOAONDS Ko MG TPOG TIG VITAPYOVGES
EQOPUOCTIKEG TOMTIKEG Kol TAOLGL TOV 0popovV oy NBKN drayeipiong g Epgvvag,

iii. va TpomBel TNV vITeEVBVVT KowoyxpNGia dedOUEVOV KOl va ETPAETEL TO GLGTNUATO dlOYEIPLONG
EPELVNTIK®OV SEGOUEVDV,

iv. va kof1epdoel Eva TANIG10 GUVEPYNCIAOV Kot KOANG dlayeiptong yia tnv KoAbTepn oebvn
Kowvoypnoio SESOUEVOV,

V. VO OTOTEAEGEL £VOL OUVOUIKO EPYAAEID TOV pmopel va avTomokplOel oe HEAAOVTIKEG EMGTNLOVIKEG,
TEYVOAOYIKEC KOl TPOKTIKEG EEEAIEELG OYETIKA LLE TNV KOWVOYPNOI0 YOVISI®UATIKOV Kol GALDV 1UTPIKOV
dedoUEVMV,

Vi. va Aertovpyel oG HEGo a&loAdynong g Epevvag, To 0moio vo Pmopel va ypnoiporotnoet ond
EMTPOTEG OEOVTOAOYIOG TNG £PEVVAG KO ETTPOTES TPOGTOUGIOG OEOOUEVDV,

Vii. VoL TOPEYEL TIG YEVIKES OPYES TOV TPETEL VO, TPOVVTOL KOTA TN dNULOVPYIO VOUIKA-OECUEVTIKMV
KEWWEVAV, Y10 TAPASELY L0 GOUPOVIEG TOV APOPOVY GTNV TPAOGPOoT dESOUEVMV.

2. Epunveia: Xopig va £yl vopukd 0ecUeLTIKO YopakThpa, T0 Topov [TAaicto mpénet va avtpetonileton
oG €va eVI0{o KEIEVO Kol VoL EPUNVEVETOL OGS OmaLTEL 1) apyn TG KOANG TioTews. Or OepeMmoetg Apyég
ko o1 Baowég 'Evvotleg mpémel va kotavoobvTol CUUTANP®UATIKE Kot GAANAEVOETA, KATAAANA KOl OYETIKO,
UE T, SLOPOPETIKE TAaioLa, Y®PES Kol ToMTIGHOVG. To mapov IThaicto Ba vrootnprydel amd eQapUOCTIKEG
[ToMTkég ovykekpévav ntnudatov Tov teptlopufavovv v Nk dtakvBépvnon, v W TIKOTN T, TNV
ACQAAELD KO T GLUVAIVEST], Y®Pig OLmG va Tteplopilovtol o avtés. o Tovg oKOTOVE TOL TAPOVTOG
[MTiawsiov n «kotvoypnoia dedopévevy copmeptAapPdvel T HeTa@opd, N TNV AvVIOAAAY SESOUEVOV HETOED
EKEIVAOV TOL YPTGLLOTOLOVV TO SEOOUEVA, 1) TN OOECIUITNTA TWV JESOUEVOV GE OEVTEPEVOVTESG EPEVVNTEG,
elte mpaypotomoteital ehevBepa eite VIO eOWKEG cLUVONKEG TPOGPaoNG.

I1. E@appoyn

To mapdv [TAaico anevBHveTan Tpog GAOVE TIC POPEISG 1) TO ATOUO TOV TOPEXOVV, AToBNKEVOLV,
dwyepifovral, Egovv TpdsPact, 1 YPNOUOTOIOVV UE OTO0ONTOTE GAAO TPOTO YOVISI®UOATIKE Ko (A,
10TPIKA OEGOUEVE, GCUUTEPIAAUPOVOUEVOD TV dMPNTAOV TV OESOUEVOV, TMV YPNOTOV Kol EKEIVOV TOV
TOPAYOLV TO SEGOUEVA. AVTO GUUTEPIAAUPAVEL ETGTILOVEC, GUUUETEYOVTEG O EMGTNIOVIKEG EPEVVEG,
OAdES 00DEVADV, EKOOTIKOVG KO YPNLOTOSOTIKOVG QPOPEIS, apyEG TPOSTACING 0EO0UEVOYV, VOGOKOUETD,
EMTPOTEG, VITOVPYELN KOl OPYOVIGLOVG dNUOCTIHG VYELNG, 0ALA dev TEPLOPILETOL GE AVTOVC.
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II1. Ogpehmders Apyég

O1 Ogpehmoerg Apyég tov mapdvtog Iiaciov eEacparilovv Tov TPOTO LE TOV 0010 TPENEL VoL OvOTTUYOET
1N KOwoypnoic YOVISIOUOTIK®V Kot GAA®V dedopévmv mov oyetiCovton pe Tnv vyeia. Eniong dtevkoivveton
1N CUUUOPPMOOT MG TPOG TIC VIOYPEDGELG Kot TOLG Kovoves Tov kabopilovtan amd 1o defvég kot To e6vikd
diKoo Ko TG TOATIKEG TOVG .

Oepeh@delg Apyés o v Yaevfovvn Kowoypnoio F'ovidiopatik@v Agdopévav Kat aGrlhov
latpik@v Agdopéveov

o Yefaopnég Atopmv, Owkoyevel®v kot Kotvovik®v opdomv
e IlpowOnon Epevvog ko Emoetypoviknic I'voong
e IlpooOnon Yyeiog, Evnuepiog kon Aikong Katavopng tov Ayaov

e IIpowOnon Epmctocvvng, Akepatdtntog Kot Apotforotntog

IV. Baowég 'Evvoieg yio tnv Yagv0vvn Kowoypnoio Agdopévav

Yoviotd £voeiEn opBoloyiood Yo auToE OV OGYOAOVVTOL EMCTAUEVA [LE TNV KOVOYPNGio
YOVISIOUOTIKAOV KOl GAADV 10TPIKOV dEGOUEVOV VO, KOTEYOLV TIG PacIKEG EVVOLEG TNG VITELHLVNC OO
KOwov ¥prong dedopévmy.

O1 Baoucéc 'Evvoteg Touv mopdvtog [Thaisiov mov akoiovBovv, Bonbodv otnyv epunveia tov
OepleMO®V 0pydOV amd T ATOUA KOl TOVG OPYOVICUOVS TOV GYETILOVTAL LIE TNV KOWVOYPNGia
YOVIOLOUATIKOV Kot GAA®V dedopévav oyeTik®mv pe v vyeia. O Baowkéc Evvoleg mpémet va
EPUNVEVLOVTOL LE TPOTO TOL VO, AVTIGTOLYEL GE SLAPOPETIKE EMIMEd A KIVODVOL KOl
KOW®VIKOTOMTIGTIKOV TPOKTIKAOV. To mapdv [TAaictio apopd T ypnon de00UEVAOV Yia T 0ol
VILAPYEL GLVAIVEST] (OTO TOLG SWPNTES N TOLG VOULLOVS EKTPOCHTOVG TOVG) 1)/Kat £YKPLoN Yo ¥PNoM
omd KaTaAANAQ Opyova 1| pOopEig oe cuUEMVia pe €8vikovg 1 d1EBVEIC vOLOLC, YeEVIKEG NOKES apyEc Kot
TPOTLTOL PEATIOTOV TPOKTIKAOV TOL GEBOVTOL TOVG TEPLOPIGHOVS Y10 TOVG HETOYEVETTEPOVG YpNoTec. H
v1oBétnon tov Tapovrog [Thaiciov dev amotpémet TV avATTLEN EEEIOKEVUEVEOV 0ONYIDV LECH
EQOPUOCTIKOV TOAITIKMY Y10l GVYKEKPLUEVOVG TANBVGOVG (.. Toud1d) 1| cvykekpluévo, (Tt
(.. NO1KN KaB0dYNON, WIOTIKOTNTA KOl ACPAAELN, CUVOIVEST)).
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Baowkég 'Evvoleg yuo v Yiev0vovn Kowoypnoia Agdopéveov

Awpéavelo

® Avamtuén coehg KaBopIoUEVOV Kal TPOGPAGIULOY TAPOPOPLDY GYETIKA LLE TOVG OKOTOVGE, TIG
dtadkaciec kot Ta TAaicto dtakvfEpvnong yio Ty avioAloyn dedopuévav. Or TAnpogopieg
OVTEG TPETEL VAL TAPOLGIALOVTOL [LE TPOTO TETOL0, GTE VO EIVOL KOTAVONTEG Kot TPOGPACUEG,

TOGO GE YNPLOKT OGO KO GE UN-YNPLoKN HOPOT).

® [Tapoyn CLYKEKPIUEVOV TANPOPOPLOV CYETIKE LLE TO GKOTO, T1] GLAAOYT, TN ¥PNON Kol TNV
OVTOAACYT] TV YOVISIOHUOTIKOV OEGOUEVOV KOl GAAWDV 1UTPIKMV SEGOUEVMV
CUUTEPIAAUPAVOLEVOL: TNG LETAPOPAS OESOUEVMV GE TPITOLG, TNG d1EBVOVG peTapopdg
OEQOUEVDV, TV Op®V TPOGPaoNS, TNG OEPKELNG OMOONKEVOTG SESOUEVOV, TNG
AVOYVOPICIHOTNTOS TOV TPOCOHTMV KoL TOV 0E00UEVAOV KOl TOV 0PLmV Y10l TNV AVOVLLIN 1) TOV
ATOPPNTOL TOV OEGOUEVMV, TNG KOIVOTOIGNG TOV OTOTEAEGUATOV GE ATOUA 1] / KOl OLLASES, TNG
EMOTTEIOG TOV UETAYEVESTEPWOV YPNOTMOV TV OEOOUEV®V, TNG EUTOPIKNG CLUUETOYNG, TOV
0E1OCEMV TOV 1010KTITOV KOl TOV J100IKACIOV APONG TNG 0IT0 KOWVOU YPNONG TOV dEGOUEVOV
(xopic Ouwg va meplopilovior 6To ToPATAVD).

® Epappoyn dadtkacsudmy yio dikon dtayeipton tov aitnudtov Tpocfoaong 1 / Kot avTaAloyng
dedopEVOV.

Améooon vOuvav

® Oeopobétnon cuotnUdTeV Kotvoypnoing dedopévav Tov cEBoviat To Tapdv [Thaicto.
® AvvototnTa aviyveuong e TpoOcPacns 1 TS VTOAAAYNG TV SEGOUEVOV LEXPL TNV TTNYT TOVG.
® Avantoén pebOd®V Yo TOV EVIOTIGUO KoL T S0y EIPION TOV GUYKPOVOUEVOV GUUPEPOVTMV.

® Ogopobétnon apydv Oote va dwyelpilovtat ot katayyeAieg mov oyetiloviot Le TV Katdypnon
TV 0E00UEVMV, TOV EVIOMIGLO TOVG, TNV VTTOPOAN ekBiécewv, TN dlayeipion TV Tapafidcemy
Kol TN B€6TION KATAAANA®Y KOPOOEWV.

Evepyn Zoppetoyn mroMtav

® AvVAmTuEn INYOVIGUOV TOV SIELKOAVVOVV TOVG TOAITES VO KAVOVV KOIPIEC GUVEICPOPEG TTPOG TN
Brotatpikn épevva Kot TOLG TAPOTPVVOVTOAL VO GUUUETEYOVV 0T GLENTNOT TOV APOPE TO
oefoopd TG GLUPOANG ATHG.

® Atevkoivvon g S oOAEVONG GYETIKA LLE TIG EVPVTEPEG KOVMVIKESG EMMTMOGELG TNG
KOWOYPNGi0G YOVISLOUATIKOV KOl GAA®V 10TPIKOV 0E00UEVOV, LETAED OAMV TOV UEPADV, 101G
TOV TOMTOV.




ITAaicto yio v Yaevbvvn Kowoypnoio Iovidtopotikedv kot GAAwv latpikov Asdopévaov

Mot Ta Acdopévov Kot Acparero,

® Axppng, emaAnBedoiun, avaroyikn, apuepOANTTIN amrodnKeLoN Kot ENEEEPYAGIA TOV SESOUEVOV
70, 0TO10L GLAAEYOVTOL, YPNCUYLOTOLOVVTOL KOl LETAPEPOVTAL, £TCT DGTE VO EVICYVETAL 1] O10.-
AELITOLPYIKOTNTA, 1) OLVATOTNTO EXAVAAYNG TNG SL0d1KOGIOG Kol va, dtaTnpeitat 1
poxpompoecun duvatdTnTa avalNTNong Tovg KaOMS Kol 1 aKEPUIOTNTE TOVG.

® AloQAAIOT) UNYOVICUGV OVASPOOTC, GYETIKA LE TN XPNOILOTNTO, TV TOLOTNTA, TV ACPAAELN
KoL TNV aKpipela Tov dedopévmv, KabmG Kol TV TANPOPOPIHOV TOVE, Le oKomd T Peltioon g
TOLOTNTAG TNG SLO-AEITOVPYIKOTNTOS KO TNG KOTAAANANG HEALOVTIKNG PNONG ATtO AAAOLG,.

® Eykafidopuon avoloyikdv HETP®V aoPUAEinG TOv LETPLALOVY TOV KivOuvo Un e£E0VG1000TNUEVTG
TPOGPUCNC, TNV ATMAELN SEGOUEVMV KOl TNV KATAYPN G TOVG.

o Katoavonon tov {ntnudtov mov oyetiloviot Pe VOLLLLO OLTILOTO Y10 OE00UEVA, LE BAoM TO
€KAOTOTE TAOIG10 EMPOANG TOV VOLOV, TN dNdcLa VYElR 1) TNV €0VIKT aoPAAELL.

IowotikotnTa, [Ipocstocio kot Améppnto Agdopuévmv

® SUUUOPPMOT LE TNV 10YHOVGO VOLODEGTO GYETIKA LIE TNV TPOGTAGIN TNG WIOTIKNG (NG o€ KAbE
OTAOL0 OVTAALNYNG TNG OTO KOOV XPNonG TV 0edopévmv, Kat Tapoyr| dSupefaidoemy 6Tovg
TOATEG OTL TO ATOPPNTO KOl 1] WIWTIKOTNTO VoL KOTAAANAL TPOGTOTEVUEVA KOTO TH) GLAAOYY,
amobnkevon, eneEepyacia kot avioaAlayn dedouévav. Ta HéTpa ylo TV Tpootacio TG
WOIOTIKOTNTOG KoL TNV TPOCTAGIO TV 0E00UEVMV TPEMEL VAL VAL OVIAOYOL LE T1 GVOT] KO TN
YPNOT TOV OEOOUEV®V aVEEAPTNTO GO TO GV AVTA EIVAL AVOYVEOPICUO, KOOTKOTOMUEVA 1)
OVAVU L.

® AwPefaimon ott kapio Tpootadeia dev Ba yivel Yo va ToVTOTOMO0VV €K VEOU TO OVAVVLLOL
dedopéva KTOC OO TEPUTTMOGELS TOL TPOPAEROVTOL pNTd 0ITd TO VOLLO.

Avaivon Kivovvov - O@érovg

® AvGAvon TpoyUaTiKoD KIvaUVOL Kot 0QELOVE atd TNV KOvoXpnoia dedouévmy Tpog/kot Hetolhd
OTOUMV, OTKOYEVEIMV KOl KOWVOTNTMOV, GUUTEPIAAUPOVOUEVOD TMV EV SUVALEL TOPATAELPWV
ATOAELOV amd TV KON 1 un xpnon dedopévav. Ta mbava Tpaypatikd ogéAn umopel va
OTOTELEGOVV 1] OVATTTLEN VE®V ETGTNUOVIKAV YVAOCE®Y KOl EQAPUOYDV, 1| BEATIOUEVT
amdO0oT, 1) VOTOPOYOYIUOTNTO TOWV OTOTEAECUATOV KOl 1) ACPAAELN EPEVVITIKMDV
TPOYPUUUATOV 1 S1001KAGIOV, KBNS Kol 1) AT Amo@Ace®mV DOTEPO IO EVILEPOCT] GYETIKA
He TV vygovopukn tepiBoaiyn. Tovg mBavolc TPayHaTIKOVE KIVOUVOLS ITOPEL VoL AmOTEAEGOVY
N TpocPorn TG WIwTIKNG LONG, 1 TOPAPiocT TOV ATOPPHITOL KoL T UN-EYKVPO GUUTEPACLOTO
OGYETIKA LE TO EPEVVNTIKA TPOYPALLLLOTAL.

® [IpoGavaTOAIoUOG TNG KOWVOYPNOI0G OEOOUEVMVY TPOG TNV EAAYIGTOTOINGT TOV KIVOUVMV KoL TN
LEYIGTOTOINGT TOV 0QPEADY Ol LOVO MG TPOG CLTOVG TTOL GLVEBUALNY LLE T SESOUEVH TOVG
OAAG KOt TPOG TNV KOWV@Vio Kot TO GOGTN O VYEING GTO GUVOAO TNG, EIOIKA GE TEPMTMOGELS OTOV
Ta dedopéva oyetiCovion pe dtopa mov Ppickovtor oe BEon avioybpov. Ta o@EAN Tov
TPOKVTTOVV aTO TNV KOWOXPNGio SESOUEVOV UTOPEL VL NV EIVOIL OLOTOLOPPO KATOVEUNUEVOL
o€ OLEG TIG KOWVOTNTEG TOYKOO UG Kot pmopet vor e&aptdvtal amd T duvatodtnTo Xpnong Tov
OEQOUEVMV EVTOG EVOG GLYKEKPLUEVOL TAOLGIOV, TIG TPOTEPALOTNTEG TTOL TiBEVTaL Gg €0VIKO
EMIMED0, KOOMG Kol TOV TPOPANUATIGUO UIOG GUYKEKPIUEVNG KOTVOTNTOG Y100 TOV TOUEN TNG
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vyetog kot v PapdTnTo IOV TPOGIIOEL GTOV TOUEN OVTOV.

® Extipnon,kato avoAoyio Le To 0QEAT KOl TOVG KIVOUVOLG, amd TV Kowvoypnoio dedopévmy mov
TopaKorlovOeital TEPLOSIKA, COLP®VA LE TN AOYIKT TOUVOAOYNON AVTIGTOLY®V KIVOOVMV Kot
0QeA®V. Mo TETO0L EKTIUNOT UTOPEL EMIONG VO EVOOUATMOVEL UNYOVIGHOVS TPOPAEYNS
SVVNTIK®V KIvOOV®V, £T61 OGTE VO GUUPAALEL GTNV OVATTLEN UL0IG LEAAOVTIKNG TOAITIKNG.

Avayvaplon Kol AT6d001 VGOV

® Yy edl0oHOC GUOTNUATOY YPNONG KoLl OVTOAANYNG OEGOUEVAOV LE YVAOLOVE, TNV OVOYVOPICT) Kot
amOd00N EVCNUWV LE GKOTO VO, EIvol KATAAANAQ Y10t TO HEGO 1) TOV TOUEN, KOL VO, TTOPEYOVY TNV
TPETOVGA AVALYVOPLOT OADV EKEIVOV TOV GLUVEPBOANY GTA OTOTEAEGLLOTAL.

® EEKTOoN TG avayvaplong Kot g omddoons EVonU®V TOG0 6€ TPOTORAOLLES ¥pNoES OGO Kt
o€ 0evTEPOPAadES N LeTayeVESTEPES YPNOELS Kot EQOPLOYES . OAa ToL LEPT TPETEL VOL EVEPYOVV
pe KaAn wiom yio vo eEac@aAiilovv 0Tl 01 0TOEGONTOTE GVVIECELS LE TIG OPYLKEG TNYEG TOV
JESOUEVOV SLoTNPOVVTAL, KOTA TEPITTOOT, 6TO Babud Tov 0VTO EMTPENETAL OO TO VOLLO.

Awtipnon kot Merhovrikn Xpion Agdopévav

e EEaocpdiion 6mov gival duvato, TV 0E00UEVDV Y10l LEAAOVTIKEG YPNOELS, LEC® apyE0BETIONG
KO {PNONG KATAAANA®Y GUGTNUATOV Y10 TV OVAYVAOPLoT KoL TNV 0VAKTNON OE00UEVAV,
EMNPOCHETMG 08 PHECM KPITIKNG AELOADYNONG TOV UNYOVIGU®V KOl TOV GUGTNLATOV TOV
YPNOLOTOLOVVTOL Y10, TNV OVTUALNYT KOL TNV KOWVOXPNGI0 YOVISIOUATIK®Y O£00UEVOV Ko
AV dedopévav mov oyetiCovian e TV vyeia.

Exrnaidcvon ko Empopomon

o Xpnomn opwv Yo TNV EKTOIOELON KL TNV EMUOPPMOOT) MGTE VO avamtuyOel 1 ovTaddoyr| Ko n
Kowoypnoio 6ed0UEVOV Kol Vo BEATIOVETAL GUVEYMG 1] TOLOTNTO Kot 1) akePoOTNTO TOLS. [16pot
Yo TNV EKTOUOEVOT KOl TNV EXUOPPMOOT) TPEMEL EXLONG VO APIEPMDVOVTOL GE: OMOvPYia Kot
Ol0TPNON CLOTNUOTIKAOV OPYEIDMV GYETIKA LLE TO OMOTEAECUATO KO TIC EXMTMOCELS TNG
OVTOAAQYNG KO OTTO KOTVOU YPToNG 0E00UEVMY, EDONGHNTOTONGT GYETIKA LE TIC TPOTEPOULOTNTES
TOV GLOTNHLOTOG VYEIOG KOl TNG KOTOVOUNG TOV VINPESIOV, AVATTUEN TG YOPNTIKOTNTOC Kol
TOV VTOOOUMV Y10l TN XPNON Kol avTOAAAYT] TV 0€d0UEVOV, Kal TNV avATTuEn piog Paong
OEJOUEVOV GYETIKA LE TOL TAEOVEKTNLOTA KOl TOVG TTOOVOVG TEPLOPIGLOVS TNG YPNONG KoL
OAVTOAAOYNG TOV OESOUEVOV.

MpocPacipotnra kot Avgdocn IIinpogopidv

Atevépyela €DAOYWOV TPOCTOOELDV Y10, TN LEYICTOTOINGN TNG TPOCPACIUOTNTOG TV OEOOUEVDV
oTNV £PELVO LEG® OVOAOYIKNG VOLUNG OVTOAAAYNG KOl KOVOYPNGL0G OES0UEVOV.

[Tpodbnon oyécemwv Guvepyasiog Kol TNG KOVoYpNGiag 0E00UEV®VY TOL UTOPEL Vol
LLEYIGTOTOCOVV TO. OPEAT, GE GUVILAGHO LE TNV EVAPUOVION TOV JAdIKOCIMOV Katdbeong,
dwyeipnong tpdoPaocmg Kot xpnong TV 6£d0UEVOV, MG LEGO Yo TNV TPpo®ON o™ TNG
TPOGPACILOTNTOG,
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Emdioén va katastodv o anoTteAécoT amd TNV EPELVa EVPEMS SLOBECTLN, LETOED GAADY
HEG® TNG ONUOGIELONG KOl TNG YNPLOKNG LETAO0ONG, £lTE eivan BeTikd, eite apvnTikd 1| acaQ,
avaAoyo Le TN OO Kal T xpnomn tov dedopévav. H d1ddoon tmv dedopévmv kat Tmv
amoTeELecUATOV TNG £pevvag Ba mTpémet vo dleEayeTat Le TPOTO oL Vo TpowbOel TV
EMOTNLOVIKT] CLVEPYUGIO, TNV OLVOTOTNTO OVATOPOYMYIKOTNTOS TOV OTOTEAEGUATOV KOl TNV
evpela TPOGPacn ot OedOUEVE, EVO TOVTOYPOVA VO, TEPLOPILEL TO EUTOOIL Y10, TNV OVTOALXYN
OEJOUEVOV ELUYLIOTOTOIMVTOG TOPAAANAL TOVG KIVOVHVOLG KOl LEYIGTOTOIDVTAG TO OQEAT] Y10l TOL
ATOLLOL, TIG OIKOYEVELEG KOl TIG KOWOTIKEG OMAOES.

V. Mnyoviepoi viomoinong kou Tpomomounocerg

1.

To mapov [Mhaicto Tpoteivetan va v10BeTNOEL amd 0PYOVIGHOVG KOt POPEIS TOV EUTAEKOVTOL GTNV
YPNOT KO OVTOALOYT] YOVIOIOUOTIKOV Kol GAA®V 10TPIKOV d€00UEVOV. OpyavIGHOL Kol QOPEIS TOL
ovupopeavovtol pe to topov [Tiaicto o mpémet vo Lappdvovv 6da Ta eDAOYA Kol KOTAAANAQ
HETPO, PLOULOTIKOD, H101KNTIKOV, GLUPAGLOKOD 1) AAAOV YOPAKTHPA, VO EQAPLOLOVV TIg
Bepelmoeic apyég ko 115 Baoikég 'Evvoteg mov tibevion and to mapdv [Thaicto couemva, pe toug
d1eBveig vopovg Yo T avOpOTIVOL STKOLMULOTO KoL VO TPO®OOHV TNV EQOPLOYT TOVS HE TNV ANYM
OA®V TOV EDAOY®V Kol KATOAANA®V LETPOV.

Onolodnmote TPOCOTO, OPYOVIGIOG 1 POPENG TOV CLUUOPP®VETOL LE TO Topdv [TAaicto pmopet va
npoteivel o 1 TeplocdTEPEG TPOMOTOMTELS o€ awTo. H dradikacio pmopel va mpaypatomondet pe
TNV YVOGTOTOINGT T®V TPOTEWOUEVOV dALaydv oty Oudoa Epyaciog g [aykoouog
Svppayiog mov ewvor vevduvn yio ta NopoBetued ko HOwd Zntuato (OENHZ, Regulatory and
Ethics Working Group of the Global Alliance for Genomics and Health). H Opada avtr| 6a
KOLVOTIOIGEL TIC TPOTEWOUEVEG aAAAYEG Ko Ba Tic Bl Tpog drafovAievon kot mBav|
evoopdatwon oto [Miaicto.

H OENHZ, o¢ cuvepyacia pe Plolatptkong opyaviGHOVS, EKTPOCOTOVS 0oOEVAV, Brondikés Kot
TOMTIKEG OPYAVAGELS KOl EMTPOTES, O TapakorlovBel Tnv vioBETnon Tov mapdvtog IThociov kot
TIC EPOPUOYEG TOV HEGM TNG EPOPUOYNG LEALOVTIKOV EQAPLOCTIKOV ToMTIK®V. ETtiong Ba
emaveleTalel GLOTNUATIKA TIG SLATAEELS TOV, Ba TopakolovBel Tig eEeMEelc ot Pacikn Epevva
Kol TEYVoLOYia, Kot Tig NOkég Ko vopikeg eEeMEelg ko Ba emyelproeL va S10cQAAICEL OTL TO
napov [TAaiclo ekTANP®OVEL TO GKOTO TOV.
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VI. Evyopiotieg

To mapov [MThaicro yio v YreuBuvn Xpnon ko Avtoriioyn Iovidiopatikov kol dAlov latpikdv
Aedopévarv, eival To amoTELEGILO TG CLVEPYUTING TOAADY ATOU®MVY KOl ETTPOTAOV. AVaTTOYONKE VIO
v enonteia g [aykdopog Xvppayiog yio ™ Fovidtopotikn kot tv Yyeio Kot poppomotonke
apykd and pia diebvn emtponr (Opada Epyoaciog yio Nopobetikd ko HOwd Zntuata, Regulatory
and Ethics Working Group) mov eknpocmmel £va 0pl QAGHO KMVIKOV OUAd®mY Kot OUAS®V T0V
acyoAovVTaL pe TNV Plondikn Kot T YOVISIOUATIKY|. XT1 6OVOEST) TOV TOPAVTOS KEYWEVOD EYOVV

GLUPAALEL LEPOVOUEVD ATOWA, PLOLOTPIKES, KOl TOATIKEG OPYOUVMGELS, OPYOVAOGCELS EKTPOCAOTMOV-

acBevov, emTpoméc frondikng Kot GALeC opddec omd 6A0 TOV KOGLO.

Evdeikticd avagpépovtal o1 akdAovdeg:

Biobank Standardisation and Harmonisation for Research Excellence project (BioSHaRE);
Centre for Law and Genetics (University of Tasmania);

Centre of Genomics and Policy (McGill University);

ELSI 2.0;

H3Africa;

Health Research Authority (UK);

HeLEX (University of Oxford);

Human Variome Project (HVP);

INSERM,;

International Cancer Genome Consortium (ICGC);

International Rare Disease Research Consortium (IRDiRC);

International Society for Biological and Environmental Repositories (ISBER);

Personal Genome Project (USA);

PErsonalised Risk Stratification for Prevention and Early deteCTlon of breast cancer project
(PERSPECTIVE);

PHG Foundation (UK);

Public Population Project in Genomics and Society-International Policy interoperability and
data Access Clearinghouse (P3G-IPAC); and

otherGlobal Alliance for Genomics and Health Working Groups and Task Teams.



https://www.bioshare.eu/
http://www.lawgenecentre.org/
http://www.genomicsandpolicy.org/
http://www.dph.ox.ac.uk/helex/copy_of_helex-centre-for-health-law-and-emerging-technologies/about/research-projects-1/elsi-2-project
http://h3africa.org/
http://www.hra.nhs.uk/
http://www.dph.ox.ac.uk/helex
http://www.humanvariomeproject.org/
http://www.inserm.fr/
https://icgc.org/
http://www.irdirc.org/
http://www.isber.org/
http://www.personalgenomes.org/
http://www.genomequebec.com/158-en/project/personalized-risk-stratification-for-the-prevention-and-early-detection-of-breast-cancer.html
http://www.phgfoundation.org/
http://p3g.org/ipac
http://p3g.org/ipac
http://genomicsandhealth.org/our-work/working-groups/regulatory-and-ethics-working-group
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Hapaptnpa 1
Keipevo oyetikd pe to Ogpedon AvOpomive Alkou@poto

* Universal Declaration of Human Rights (UN 1948) (Article 27)
* International Covenant on Economic, Social and Cultural Rights (UN 1966) (Article 15)

HOwoi kor Nopwkoi Kadwkeg ko Ioirtikég mov agopovv toug Kavoveg Kowvoypnoiog
Agdopévav

Constitution of the World Health Organization (WHO 1946)

Bermuda Principles on Human Genome Sequencing (1996)

Universal Declaration on the Human Genome and Human Rights (UNESCO 1997)

Convention on Human Rights and Biomedicine (Council of Europe 1997)

Statement on DNA Sampling: Control and Access (HUGO 1998)

Statement on Human Genomic Databases (HUGO Ethics Committee 2002)

Declaration of Ethical Considerations regarding Health Databases (WMA 2002)

International Ethical Guidelines for Biomedical Research Involving Human Subjects (CIOMS,

WHO 2002)

Budapest Open Access Initiative (2002)

e Sharing Data from Large-scale Biological Research Projects: A System of Tripartite
Responsibility (Fort Lauderdale Statement, 2003)
International Declaration on Human Genetic Data (UNESCO, IBC 2003)
European Society of Human Genetics: Data Storage and DNA Banking for Biomedical Research
(ESHG 2003)

o Universal Declaration on Bioethics and Human Rights (UNESCO 2005)

e Additional Protocol to the Convention on Human Rights and Biomedicine, concerning
Biomedical Research (Council of Europe 2005)

e Recommendation Rec (2006) 4 of the Committee of Ministers to Member States on Research on
Biological Materials of Human Origin (Council of Europe 2006)

e OECD Principles and Guidelines for Access to Research Data from Public Funding (OECD
2007)

¢ International Ethical Guidelines for Epidemiological Studies (CIOMS, WHO 2008)

Recommendations from the 2008 International Summit on Proteomics Data Release and Sharing

Policy (Amsterdam Principles, 2008)

Guidelines for Human Biobanks and Genetic Research Databases (OECD 2008, 2009)

Toronto Statement on Prepublication Data Sharing (2009)

Joint Statement by Funders of Health Research (2011)

2012 Best Practices for Repositories: Collection, Storage, Retrieval and Distribution of

Biological Material for Research (ISBER 2012)

e Responsible Conduct in the Global Research Enterprise: A Policy Report (InterAcademy Council

2012)

Declaration of Helsinki (WMA 2013)

Guidelines governing the Protection of Privacy and Transborder Flows of Personal Data (OECD

2013)
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http://www.un.org/en/documents/udhr/
http://www.ohchr.org/EN/ProfessionalInterest/Pages/cescr.aspx
http://www.who.int/governance/eb/who_constitution_en.pdf
http://www.casimir.org.uk/storyfiles/64.0.summary_of_bermuda_principles.pdf
http://portal.unesco.org/en/ev.php-URL_ID=13177&URL_DO=DO_TOPIC&URL_SECTION=201.html
http://conventions.coe.int/Treaty/en/Treaties/Html/164.htm
http://www1.umn.edu/humanrts/instree/dnastatement.html
http://www.hugo-international.org/img/genomic_2002.pdf
http://www.wma.net/en/30publications/10policies/d1/
http://www.cioms.ch/publications/layout_guide2002.pdf
http://www.budapestopenaccessinitiative.org/read
https://www.genome.gov/Pages/Research/WellcomeReport0303.pdf
https://www.genome.gov/Pages/Research/WellcomeReport0303.pdf
http://portal.unesco.org/en/ev.php-URL_ID=17720&URL_DO=DO_TOPIC&URL_SECTION=201.html
http://www.nature.com/ejhg/journal/v11/n2s/full/5201115a.html
http://unesdoc.unesco.org/images/0014/001461/146180e.pdf
http://conventions.coe.int/Treaty/en/Treaties/Html/195.htm
http://conventions.coe.int/Treaty/en/Treaties/Html/195.htm
https://wcd.coe.int/ViewDoc.jsp?id=977859
https://wcd.coe.int/ViewDoc.jsp?id=977859
http://www.oecd.org/science/sci-tech/38500813.pdf
http://www.ufrgs.br/bioetica/cioms2008.pdf
http://www.ncbi.nlm.nih.gov/pmc/articles/PMC2742685/
http://www.ncbi.nlm.nih.gov/pmc/articles/PMC2742685/
http://www.oecd.org/health/biotech/44054609.pdf
https://icgc.org/files/daco/Nature_PrepublicationDataSharing_2009_en.pdf
http://www.wellcome.ac.uk/About-us/Policy/Spotlight-issues/Data-sharing/Public-health-and-epidemiology/WTDV030690.htm
http://c.ymcdn.com/sites/www.isber.org/resource/resmgr/Files/2012ISBERBestPractices3rdedi.pdf
http://c.ymcdn.com/sites/www.isber.org/resource/resmgr/Files/2012ISBERBestPractices3rdedi.pdf
http://www.interacademies.net/File.aspx?id=19789
http://www.wma.net/en/30publications/10policies/b3/
http://www.oecd.org/sti/ieconomy/2013-oecd-privacy-guidelines.pdf
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Hoapdaptnpa 2
Hoaykoopmo Xoppoyio yio tnv F'ovidwopatikn kor v Yyeio

IIpotewvopevo Movtédro

Global Alliance for Genomics and Health (GA4GH):
Proposed Policy Template

Standardized Preamble:

The GA4GH Framework is founded on Principles and Core Elements, and further
ejaborated by Policies on particular issves. These Policies can become the lools and
benchmarksthal approved entifies, recognized by different jurisdiclions, tum orreferto
forguidance. These FPolicies can help entifies make improvements oradopl specific best
practices for responsible daka sharing and govermance processes. Recognizing diversity
oflegal and ethical approaches and being responsive to emerging issues, both this
Framework and ifs Policies are intendedto provide leadership on these issues.

Context/Background: Describe Issues/Domain

Consent
Ethics and Governtnce

Specific Policy Principles particular { Pilvties | See0rty

to anissue

Procedural Guidance
(with URL linkste other documents orstandards whera appropiiate/applicable)

Implementation Mechanisms + Amendment Procedures

Acknowledgements
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