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NPEJUCJOBHUE

leHepanbHaa koHdepeHuma KOHECKO Ha cBoel 32-i ceccumn eANMHOLYLIHO MyTeM
akknamauumn npuHana 16 oktabpa 2003 roga MexxayHapoaHyto geknapauuto o re-
HeTUYeCKMX AaHHbIX YenoBekKa, Hagsiexalmm obpa3om AONOJIHMB TeM cambiM Bee-
obuLyto geknapaumio o reHome YyenioBeka 1 npaeax vyenoseka 1997 ropa.

Llenbto deknapaunn asnaetcA obecrnevyeHne yBaXKeHUA YeNOBEYECKOro AOCTOUH-
CTBa 1 3alLuUTbl NpaB YesioBeka M OCHOBHbIX cBO60A B 06nactn cbopa, o6paboTky,
MCMNOJIb30BaHNA U COXPAaHEHUA FreHETUYECKUX AaHHbIX YeloBeka B COOTBETCTBUM C
TpeboBaHMAMMN YCTAaHOBJIEHMA paBEHCTBA, CNpaBeaIMBOCTU U CONMMAAPHOCTH.

B Hen npepnaratoTcA TakXXe MPUHLMMbI, KOTOPbIMU AOJXXHbI PYKOBOACTBOBATbLCA
rocygapcTea npu hopMynMpoBaHUM CBOEr0 3aKOHOAATENIbCTBA M CBOEWN MONUTUKN
no atum Bonpocam. VimeHHO noaTtomy [eknapaumna conpoBOXA4aeTcA BECbMa BaX-
HOW pe3onounen o6 ee ocyLLECTB/IEHUN, B COOTBETCTBMU C KOTOPOW rocyaapcTBa
06A3yl0TCA NPUHUMAaTb Haanexalle Mepbl C Liefbio pacnpocTpaHeHUA NpoBo3rna-
LEHHbIX MPUHLMNOB U COAENCTBUA NX MPETBOPEHUIO B XXU3Hb.

MpnHATue aTon deknapaunm nmeeTt Tem 6oJiee BaXKHOe 3Ha4YeHMeE, 4YTO ee pa3paboT-
ka, Ha4aBwaaca B 2001 rogy, npoBogmnacb B TaKOM KOHTEKCTE, Korga pasnnyHbie
MeOULWHCKUE, OPUONYECKME N MUPOBO33PEHYECKME CUCTEMbI HE ObIIN FOTOBbI K
HOBbIM 3TUYECKMM BOMpPOCaM, KOTOPbl€ BO3HUK/IN B CBA3U C OTKPbITUAMM, CBA3AH-
HbIMU ¢ reHamun. [leknapauna o reHeTUYecKnx gaHHbIX YenoBeka obecnevynBaeT OT-
HblHE paMKK 1A NPaKTUYeCKOW AeATENbHOCTM, MO3BONAIOLLNE OCMbIC/IUTL U NyyLle
KOHTPONMpOBaTb Te Npeobpa3oBaHmA, KOTOPbIE MPOUCXOAAT B pe3ynbTaTe reHeTu-
4YecKoun PeBONIOLUMN.

Ecnu ponb KOHECKO, HecOMHEHHO, 3akto4aeTca B TOM, YTOObl MpoaHanmM3anpoBaTb
Hanbonee Nnoaxo4ALLMe MeXaHU3Mbl 417 COAENCTBUA OcyLlecTBNeHuio aTon lekna-
pauuun, To rocygapcTBa-4feHbl, NPUHMUMAanA COOTBETCTBYIOLLNE MEpPDI, AOJIXKHbI Bbl-
NMOJIHUTb HE MEHEE BaXKHYIO 3afavyy ee NPeTBOPEHUA B XXU3Hb, C TEM YTOObI NOBbI-
CUTb ee BO3JeNCTBME U 0OecneynTb YCI0BUA OJ1A TOro, HTOObl OHA MMesna Henpexo-
aAuee 3HaveHue. laHHaa 6poluiopa, aapecoBaHHasA Npexae BCero rocyaapcTeam,
OOJIXXHA CJTY>XXWUTb BbINMOJIHEHWIO 3TOW BaXKHENLUEN 3adayn.

Koutunpo Mauyypa

Jﬁ:-m



MEKJIYHAPOTHAS TEKJIAPAITUS
O TEHETHYECKUX JAHHBIX YEJIOBEKA*

leHepanbHanA koHdepeHLUn,

ccblnadAch Ha Beceobuyyto geknapauuto npas Yyenoeka oT 10 gekabpa 1948 r., nBa mexnay-
HapopAHbix nakTa OpraHusaunn O6beauHeHHbIX Haumn 06 aKOHOMUYECKMX, COLMANbHbIX
M KYJIbTYPHbIX MpaBax M O rpaxAaHCKMUX U MNONUTUYEeCKMX npasax oT 16 nekabpa 1966 r.,
MexayHapogHyto koHBeHuUuto OpraHusauum O6beanHeHHbIXx Haunm o nukBnaaumm Bcex
¢dopm pacoBon auckpummnHaumm ot 21 nekabpsa 1965 r., KonseHuumio OpraHusaumm O6beau-
HeHHbIX Haumm o nukBmpgauum Bcex Gopm AUCKPUMUHALUM B OTHOLUEHWUM >KEHLLMH OT
18 nekabpa 1979 r., KonseHuymio OpraHuzaumm O6beanHeHHbix Hauuii o npaBax pebeHka
oT 20 HoAGpA 1989 ., pe3onioumn 2001/39 n 2003/232 SkoHoMU4Yeckoro 1 CoumanbHOro
Coeta OpraHusaummn O6beanHeHHbIX Haumin o reHeTMyeckon KoHdUaeHUManbHOCTU U
HeOUCKPUMUHALMKN, COOTBETCTBEHHO, OT 26 niona 2001 r. u ot 22 utona 2003 r., KoHeBeHUuto
MOT (Ne 111) o AucKpMUHaLUKW B o6nacTu Tpyaa v 3aHATUn ot 25 nioHa 1958 r., Bceobliyio
nexknapauunto OHECKO o kynbTypHOM pa3Hoob6pasuun ot 2 HoAabpa 2001 r., CornawweHue o
CBA3aHHbIX C TOProBfieN acnekTax npae MHTeNNeKTyanbHou cob¢cTBeHHocTU (TPUTC), co-
aepxateeca B npunoxeHun k CornaweHuto o cos3gaHum BTO, koTopoe BCTynuno B cuny
1 AanBapa 1995 r., u Oeknapaunio o CornaweHun TPUMC n obuiecTtBeEHHOM 34paBooXpa-
HeHuun, npuHATY1o B [loxe 14 HoAGpA 2001 r., a TakXXe Apyrue mexayHapoaHble JOKYMEHTbI
rno npaeam YenoBeka, npuHATbie OpraHnsaunen O6beanHeHHbIX Hauumn n cneuvannsnpo-
BaHHbIMU yupexaeHuamm cuctembl OpraHnsauum O6beanHeHHbIx Hauunni,

ccblnaAch bosiee KOHKPETHO Ha Bceobluyto Aeknapaumio 0 reHoOMe YesioBeka 1 npaBax 4ve-
JIoBEKA, KOTOPYIO OHa NPUHANA eANHOrNacHo 1 NyTeM akknamaumm 11 Hoabpsa 1997 r., a le-
HepanbHaAa Accambnen OpraHunsaumm O6beanHeHHbIX Haumn onobpuna 9 nekabpa 1998 r.,
a Takxe Ha PykoBogAliuve npuHUMnbl ocyllecTBneHua Beceobllen geknapawmm o reHome
YyesioBeka U npaBax 4YesioBeka, KOTopble OHa ogobpuna 16 HoAbpAa 1999 1. B cBOEN pe3o-
nmouunn 30 C/23,

MPUBETCTBYA LUMPOKNA OBOLLECTBEHHbIN pe3oHaHCc, KOoTopbin Bceobwaa geknapauna o re-
HOMe YenoBeka M npaBax YenoBeka Bbi3Basia BO BCEM MUpe, TBEPAYIO NOAAEPXKKY, KOTO-
pylo OHa Mosny4Yusia co CTOPOHblI MeXAyHapoAoHOro coobLiecTBa, a TakXkxe BO3LencTBue,
KOTOpOe OHa OKa3biBaeT B rocyAapcTBax-4neHax, MCnonb3yloLmx ee npu pa3paboTke CBO-
NX 3aKOHOAATENbCTB, HOPMATUBHbIX MOJIOXKEHUIN, HOPM M CTaHAAPTOB, a TakXXe 3TUYEeCKMX
KOAEKCOB 1 PYKOBOAALLMNX NPUHLIUMOB,

MpUHUMAaA BO BHUMaHWe MeXAyHapoaHble U permoHanbHble JOKYMEHTbl, HauMoHanbHOe
3aKOHO[aTENbCTBO, HOPMAaTUBHbIE MONOXEHMA Y [OKYMEHTbI 3TUYECKOIO XapakTepa, kaca-
oLmeca 3aLuTbl NMpaB YesioBeka M OCHOBHbIX CBOOOL U YBaXXeHUA Ye/T0BEYEeCKOro JOCTO-
MHCTBA B CBA3U cO c6opoM, 06paboTKoM, NCMONIb30BAHNEM U XPaAaHEHUEM Hay4HbIX OaH-
HbIX, @ Tak)Xe CBeAEHU MeAULIMHCKOrO 1 INYHOIO XapakTepa,

* [puHATa eanHornacHo u nytem akknamaumu 16 okTAbpa 2003 r. Ha 32-n ceccun eHepanbHOW KOHdEpPEHUUK
HOHECKO.



rnpu3HaBas, YTo reHeTu4eckaa MHdopMauna npeacTasnsaeT cobor YacTb 6GoJsiee LMPOKO-
ro cnekTpa MeAUUMHCKMX AaHHbIX U YTO MHMOPMaLNOHHOE coaepXaHue Nobbix Mmeau-
LMHCKUX OaHHbIX, B TOM Y/C/le FeHEeTUYEeCKNX U NMPOTEOMHbIX OaHHbIX, ABNAETCA KpalHe
KOHTEKCTYyaslbHbIM M 3aBMCUMbIM OT KOHKPETHbIX 0OCTOATENLCTB,

npu3HaBafA TakXe ocobbll cTaTyC FreHeTUYECKMX AaHHbIX YesIOBEKA, 3aKjovalowmnea B
UX KoHMpMOeHUMaNnbHOM XapakTepe, NMOCKOJIbKY OHWU MO3BOJIAIT NMPOrHO3MpoBaTb reHe-
TUYECKY0 NPeapacnosio)XeHHOCTb TOro WM MHOTO NnLa, U TO, YTO MOCJIeACTBUA TaKoro
NMPOrHO3MPOBaHMA MOTyT OKa3aTbCA ropasfo 6oJiee cepbe3HbIMM, YeM NnpegnonaraeTca B
MOMEHT NOoJTyYeHUA AaHHbIX; MOCKONbKY TakMe AaHHble MOTYyT Ha MPOTAXEHUU HECKOJTbKUX
NMOKONEHWUI OKa3blBaTb 3HAaYNTENbHOE BO3AENCTBME Ha CEMbIO, BKJIlOYaA MOTOMKOB, a B He-
KOTOPbIX C/ly4aAaX — U Ha Liesible rpynnbl HaceNeHUA; MOCKOJIbKY OHM MOTYT cogepyaTb UH-
dopmaLmio, 0 BaXHOCTU KOTOPOM MOXET OblTb HEN3BECTHO BO BpeMa cbopa Guonorunyec-
KX 06pa3L0B; U MOCKOJIbKY OHU MOTYT UMETb KYJNbTYPHOE 3Ha4YeHue A OTAesNbHbIX JINL,
WUnun rpynn auu,

rnog4vyepknBad, 4To Ko ecem meauunHCKUM naHHbIM, B TOM Hucne reHeTu4eCkKumMm n npoTeom-
HbIM OaHHbIM, HE3aBNCUMO OT UX BNOANMOIO I/IHCbOpMaLI,I/IOHHOFO coaepxaHuAa, cnepnyet
NMPUMEHATb OAHU N Te XXe BblCOKNE TpeﬁOBaHI/IFl KOHCbVIﬂeHLI,I/IaJ'IbHOCTVI,

MPUHUMAaA K CBEAEHMIO PacTyLLee 3HaYeHNe reHeTUYEeCKMX AaHHbIX Yesl0BeEKa B 9KOHOMMU-
Yyeckomn n Kommep4veckon obnacTax,

y4uunTbiBaA ocobble ﬂOTpe6HOCTI/I 1N YA3BUMOCTb pa3BuBalolnxca CTpaH, a Tak>Xxe Heob6Xxo-
OMMOCTb yKpenjieHnAa MmexnyHapogHoro cotTpygHm4ecTBa B ob6nacTv reHeTUKM YenoBeKa,

cuynTasd, YTo cbop, o6paboTka, UCMOJIb30OBAHNE U XPaHEHWE TEHETUYECKMX AaHHbIX Yeno-
BEka MMeloT OrPOMHOE 3HaYeHMe AA MPOrpecca Hayk O XXNU3HU U MeAULUHbI N NpakTu4ye-
CKOro NMPUMEHEHNA UX OOCTUXEHMN, a TakXKe OJ1A UCNOJIb30BaHUA TakKUX AaHHbIX B HEME-
OVLUMHCKUX Lenax,

CYNTaA TakXe, YTO yBenmyeHne o6bema coGpaHHbIX AaHHbIX IMYHOrO XapakTepa genaet
Bce Gonee CoXHoW 3agadvy obecrnevyeHna Ux OenNCTBUTENbHO HEOOPATUMOro OTAeNeHNs
OT N1, KOTOPOe MOXET ObITb UAEHTUHOULINPOBAHO,

co3HaBasd, YTo cbop, 06paboTka, NCNOJIb30BaHNE N XPaHEHME FTEHETUYECKMX JaHHbIX Yeno-
BeKa norteHuwnasibHO 4peBaTbl OMacHOCTAMWM ONA OCyuWwecCTB/IeHNA U COGHIOJJ,BHI/IH npas
YenoBeKa M OCHOBHbIX CBOGOA U yBaXKEHMA YeJIOBEYECKOrO [OCTONHCTBA,

OTMe4Yasd, YHTO UHTepeChbl N 6nar0r|onyw|e OTAeJIbHOro 4enoBeKa npesajnpyroT Hag npaea-
MU N NHTepecamMmun obuiecTBa u Hay4HbIMW nccnegoBaHMAMHU,

BHOBb MOATBEPXAaA NpUHLUMNbI, cchopMynnpoBaHHbie Bo Bceoblien geknapauum o reHo-
Me 4YeJqioBeka M npaBax 4esnioBeka, U NpuUHUWMNblI paBeHCTBa, cnpaBengnnBocTn, connaap-
HOCTM N OTBETCTBEHHOCTU, a TakXe MPUHLMMbI YBa>XeHUA 4Yes0BeYeCckoro AOCTOUHCTBA,
npae YenoBeka U OCHOBHbIX cBO6OA, 0co6eHHO cBO6OAbI MbICAN 1 CBOOOAbI BblpaXkeHus
MHEHWUA, BKJoYasa cBOOOAY Hay4HbIX UCCNEdOBaHUN, a Tak)Ke npaBa Ha YaCTHYIO XU3Hb U
6e30MnacHOCTb YenoBeKa, KOTOpbIe AOJIXXHbI JIeXXaTb B OCHOBe AeATeslbHOCTU no cbopy, 06-
pa60TKe, MNCNOJIb30BaHUIO N XPaHEHUIO reHeTU4YeCKNX AaHHbIX YenoBekKa,

rnpoBoa3rjiawaet Huxxecnepytowmue npnHuunbol N ripuHNMMaeT HaCToALLy o ,El,eKnapau,mo.



m A. OBIIUE IIOJIOSKEHUA

d Cmamwva 1: Ilenu u chepa npumenenusn

(a) Lenn HacToAwen Jeknapaunm cocToAT B TOM, YTOObl: o6ecrneynTb yBaXxKeHue vesno-
BEYECKOro AOCTOMHCTBA M 3alMUTy MpaB YesloBeka U OCHOBHbIX cBo6of npu cbope, obpa-
60TKe, UCMOJIb30BaHUWN U XPAaHEHUWN FTEHETUYECKMX AaHHbIX YHeNOBeKa, MPOTEOMHbIX JaHHbIX
yenoseka 1 Guonornyecknx ob6pasLLoB, Ha OCHOBE KOTOPbIX OHU MOJTyYeHbl (fanee NMeHy-
eMbix «6rnonornyeckme obpasubi»), B COOTBETCTBUU C TPeO6OBAHNAMU PAaBEHCTBA, CrpaBea-
NNBOCTU N cONMNMAAPHOCTU N C AOJIXKHbIM y4eTOM NpuHUMNOB CBO60,D,I:I MbICIN N CBO60,E|,bI
Bblpa>XeHNA MHEHUA, BKJIloYasa cBo6oay HayuHbIX nccregoBaHuin, chopmMynnmpoBaTh NPUH-
LMNbl, KOTOPbIMW rocygapcTBaMm cliefyeT PyKOBOACTBOBATbCA MpU pa3paboTke CBOEro
3aKoHOOaTeNbCTBA U MNONIUTUKU B 9TUX BOMPOCAX; U 3aN0XNTb OCHOBY A1A PyKOBOAALLMX
MPUHLIXMNOB, KacalolmMxXcA Haanexallen NpakTuky B ykasaHHbIX o6nacTax, Ana 3anHTepe-
COBAaHHbIX YUYpeXxaeHui 1 OTAesNbHbIX AL,

(b) Jlio60om c6op, 06paboTka, MCNOSIb30BAHNE U XPaHEHUE FEHETUYECKNX faHHbIX YenoBe-
Ka, MPOTEOMHbIX AaHHbIX YenoBeka 1 buonornyecknx ob6pasLoB OOIKHbI COOTBETCTBOBATh
MeXAyHapo4HOMY MpaBy B 06s1acTy Npas YesioBeka.

(c) MonoxeHua HacToAwen deknapaunn npumeHaoTca K cbopy, o06paboTke, UCNOSb30-
BaHMIO U XPaHEHUIO TeHETUYEeCKUX OaHHbIX YeNoBeKa, MPOTEOMHbIX OaHHbIX YesioBeka U
6uonornyeckmx obpasLoB, 3a UCK/IOYEHUEM pacciefoBaHuA, packpbiTua n cyaebHoro
npecnenoBaHUA YrosioBHbIX MPECTYMNEHUI, a TakXXe TeCTUPOBaHUA Ha NpeaMeT YCTaHOB-
JIEHUA OTLLOBCTBA/MaTEPUHCTBA, PEFIaMEHTMPYEMbIX BHY TPEHHUM NPaBOM, COOTBETCTBY-
IOLWUM MeXayHapoaHOMY npaBy B 06nacTu npaB YenoBeka.

d Cmamwa 2: Hcenonwvsosarnue mepmuros

OnAa uenen HactoAwen [eknapauunm ucnonb3yemMble TEPMUHbI O3Ha4aloT clefyto-
uee:

(i) feHeTmyeckme gaHHbIe YesoBeka: NH(OPMaLMA 0 HacleQyeMbiX XapakTepucTmkax
OTAENbHbIX NNL, NONlyYeHHaA NyTemM aHanu3a HYKNeUHOBbIX KUCNOT WU nyTem
MHOrO Hay4HOro aHanusa.

(ii) lMpoTeomHbie gaHHble YenoBeka: WHGpopMauua, oTHocAwaAacA K 6enkam (npo-
TeMHaM) OTAENbHOro nuua, BKJYalowasa UxX aKcnpeccmpoBaHue, N3MeHEHUA U
B3aMMOencTBuE.

(iii) Cornacue: nio6oe cBo6OAHO OaHHOE, KOHKPETHOE, UH(GOPMUPOBAHHOE U ACHO
BblpaXeHHOe corjlacMe oTAeNIbHOro nuua Ha cbop, 06paboTKy, UCNONb30BaHNE U
XpaHeHune ero reHetTn4ecknx naHHbIX.

(iv) Buonorndeckune obpasLbi: ntobo obpasew, 6uonornyeckoro matepuana (Hanpumep
KPOBU, KOXM N KOCTHbIX KJTIETOK U MJ1a3Mbl KPOBU), B KOTOPOM MPUCYTCTBYIOT HY-
KJIEVHOBbIE KNCJIOTbI M KOTOPbIN OTpaXkaeT FreHEeTUYECKY0 KOHCTUTYLIUIO, XapaKTep-
HYIO OJ1A TOrO UM MHOTO YeJl0BEKaA.



(v) leHetnyeckoe nccnegoBaHme nonynAauni: NccnenoBaHue, Lieflb KOTOPOro COCTOUT B
TOM, YTOObI MOHATbL MPUPOAY M CTEMEHb FTEHETUYECKMX Pa3NnYmi Mexay nonynaumamm
WAV NI0AbMMW U3 OQHOW rPyMbl U/MAn MeXxay NoAbMU U3 PasNNYHbIX FPYM.

(vi) lTeHeTuueckoe nccnegosaHve moaenes rnoBeaeHnA: UCCnenoBaHne, Lesib KOTOPoro
COCTOMT B OMpeaesieHn BO3MOXHOW CBA3N MeXAy reHeTUYeckuMu XxapakTepuc-
TUKaMU U MOBeLdeHneM.

(vii) MHBasuBHasa npoueaypa: B3atTue 6uonornyeckmx ob6pasLoB ¢ NPOHUKHOBEHUEM B
TeJIo YenoBeka, Hanpumep B3ATME 06Pa3L,0B KPOBYU C MOMOLLbIO UMbl U LWNpULA.

(viii) HeuHBasuBHaAa npoueaypa: B3aTne 6uonormyeckux obpasuos 6e3 NnpAMOro npo-
HUKHOBEHWA B TEJIO YeJIOBEKa, HanNnpuMep B3ATNE Ma3KoB U3 MONOCTU pTa.

(ix) HaHHble, cBA3aHHbIE C INLIOM, KOTOPOE MOXET ObiTb MAEHTUDULIMPOBAHO: NaHHbIE,
cogepxalime nHdbopmaumio, HanpumMmep hamunnio, AaTy poXAeHUA U afpec, N03BO-
NAOLLYI0 YCTaHOBUTb NNL0, ABNAIOLLEEeCA UCTOYHUKOM 3TUX OaHHbIX.

(x) aHHble, He cBA3aHHbIE C JINLOM, KOTOPOE MOXET ObITb UAEHTUDULMPOBAHO: NaH-
Hble, HE CBA3aHHbIE C JINLLOM, KOTOPOE MOXET ObiTb MAEHTUDOULNPOBAHO, NyTEM
3aMeHbl U OTAeNIeHuA BCen uaeHTudunumnpyowen nidopmaunm ob aTom nuue
nyTeM UCMoNib30BaHUA Kofa.

(xi) HaHHble, HeobBpPaTUMO OTAENeHHbIe OT nLaE, KOTOPOEe MOXET ObiTb UAEeHTUu-
UMpoBaHoO: AaHHble, KOTOPble HE MOTyT ObiTb CBA3aHbl C JIMLOM, KOTOPOE MO-
XeT ObITb MAEHTU(ULMPOBAHO, MO NPUYNHE YHUYTOXEHNA CBA3M C NOOON MAeH-
TudnumnpyoLwen nHbopmaumen o nuue, NnpegocTaBueLLlemM obpasel,.

(xii) TeHeTnveckoe TecTupoBaHue: Npouenypa BblIABNEHUA HanU4uA WA OTCYTCTBUA,
a TakXXe WU3MeHeHMA Kakoro-nnbo OTAENbHOro reHa WM XPOMOCOMbI, BKoYas
KOCBEHHbI/ TECT Ha reHHbIA NPOAYKT UKW [PYrOA KOHKPETHbIA MeTabonuT, KOTo-
pbl ABNIAETCA OCHOBHbIM NOKa3aTesieM OTAeNIbHbIX FEHETUYECKUX N3MEHEHUN.

(xiii) leHeTn4yeckoe obcnegoBaHme: KpynHoMacLuTabHoe cucTeMaTUYEeCKOe reHeTuYec-
KOe TecTMpOoBaHMe, KOTOpoe npensiaraeTcA NPONTU HACENIEHUIO U 4YacTu Hace-
JIeHUA B pamkax Kakon-nubo nporpammbl B LeNnAX onpefeneHns reHeTUYecknx
XapakTepucTmk 6€CCUMNTOMHbIX JINLL.

(xiv) leHeTn4eckasa KOHCynbTaUMA: NpoLenypa pa3bACHEHNA BO3MOXHbIX NMOC/eACTBUN,
BbITEKAIOLWMX N3 Pe3yNbTaTOB reHeTUYEeCcKOoro TeCTUpPOBaHUA Unu obcrieqoBaHuA,
a TakXe MPenMyLLLeCTB U PUCKOB, CBA3aHHbIX C TAKUM TECTUPOBaHMEM UK 06cneno-
BaHWEM, 1, B COOTBETCTBYIOLLMX Clly4yaAax, okaszaHue NomoliM nuuam B npeoaone-
HUM TakMxX NMocNeacTBui B gonrocpodHom nnaHe. OHa npoBoAUTCA OO0 W nocne
reHeTUYeckoro TeCTUPoOBaHUA U o6cnenoBaHunA.

(xv) I'IepereCTHoe coriocTaBJ/ieHne 4aHHbiX: conocTaB/ieHUe AaHHbIX O inue nnnrpynne
nuy, cogepikawmxca B pa3HbiX MacCumBax AaHHbIX, CO3AaHHbIX B pa3IMyHbIX LLenax.

=1 Cmamus 3: Hoenmuurnocms wennoséexa

Kaxabin NHOANBNAYYM UMEET NPUCYLLYIO TOJIbKO EMY reHETUYECKYIO KOHCTUTYLAIO. O,QHaKO
NAOEHTUYHOCTb YeJsioBeKa He OJIXXKHa CBOOAUTbCA JINLWb K TeHETUYECKNM XapaKTepucTtmkam,



NMoCcKoJibKy OHa (hopmupyeTca nog Bo34eNcTBMEM KOMIylekca 06pa3oBaTesibHbIX, 9KOJI0TU-
YECKUX M NIMYHOCTHbIX (DaKTOPOB, a TakXKe 3MOLMOHAaJIbHbIX, COLManbHbIX, AYXOBHbIX U
KYNbTYPHbIX CBA3EN C APYrMMM NI0AbMUW U NpearnonaraeT a/ieMeHT cBo6ofbl.

a Cmamwa4:  Ocobwiit cmamyce
(a) TeHeTuueckme AaHHbIe YesioBeka MMEIOT 0COBbIV CTATYC MO CIeAYIOWMM NPUYNHAM:

(i) oHM MoryT ykasbiBaTb Ha MNPOABJIEHUA TFEHETUYECKON MpPeapacrnonoXeHHOCTU
COOTBETCTBYIOLLErO NNLa;

(ii) oHM MoOryT okasbiBaTb, Ha MPOTAXEHUM HECKONbKUX MOKOJIEHUI, 3HAYMTeNbHOe
BO3[eNCTBUE HA CEMbIO, BKJIIOYaA MOTOMKOB, @ B HEKOTOPbIX C/ly4YasaX — U Ha Lienyio
rpynmny, K KOTOPOW OTHOCKTCA COOTBETCTBYIOLLEE NNLO;

(iii) oHW MoryT cogepxxaTb MHMOPMALMIO, O 3HAYEHUN KOTOPOWN MOXET ObiTb HEM3BECT-
HO BO BpemA cbopa buonornyeckmux obpasuos;

(iv) oHm MOTyT UMEeTb KyNbTypHO€ 3Ha4YeHne ANnA oTaeJibHbIX nuy unun rpynn nuu,.

(b) Hapnexauiee BHMMaHWe cnenyeT yaenAaTb KOHpUAeHUNANbHOMY XapakTepy reHeTu-
YecKkMX AaHHbIX YEeNOBEKa; cNeayeT TakXXe YyCTaHOBUTb COOTBETCTBYIOLMIA YPOBEHb 3allu-
Tbl 3TUX AaHHbIX U Buonornyecknx ob6pas3LoB.

= Cmamwa 5: Ilenu

leHeTuyecknme pgaHHble YenoBeka U npoTeoMHble OJaHHble 4YeJloBeKa MOryT CO6VIpaTbCF|,
O6pa6aTbIBaTbCH, NCNoJib30BaTbCA U XPaHNUTbCA TOJIbKO B ciefytowmnx uenax:

(i) pmMarHocTUKM U OKaszaHWA MeOUKO-CaHUTAapPHOW MOMOLLM, BKNoYaa nposepeHune
ob6cnenoBaHMM M MPOFrHOCTUYECKOE TECTUPOBAHME;

(II) npoeeneHnAa MeguUuMHCKUX, BKJIlOHaA anungemMmmnonornyeckune, n pyrmx Hay4Hbix
MccrieoBaHMn, B 0COOGEHHOCTU FrEHETUYECKNX UCCIeq0BaHUN I'IOI'IYJ'IHLI,VIVI, a Tak-
>Ke aHTpOonoJZIorn4ecknx n apxeonorn4eckmnx vccnenoBaHun, ganee NMMeEeHyeMbIX
«MegnunHckKne n Hay4dHble nccsiegoBaHuA»,

(iii) cyne6bHON MeaAULNHBI U CYAONPOU3BOACTBA MO rpaXX4aHCKMM, YronoBHbIM U UHbIM
Jenam c y4yetom nonoxeHun ctatomn 1 (c);

(iv) nnu B nobGbIX Opyrux uenax, He NpoTuBopevalmx Bceobluen geknapauum o re-
HOMe 4YenoBeka U NpaBax YenoBeka U MeXAyHapoaHoOMy rnpaBy B o6nacTu npas
yenoBseka.

ad Cmamwva 6:  IIpouedypot

(a) Mo aTmyecknm coobpa>keHNAM HacTOATENIbHO HeobxoaAnmMo, YTobbl c6op, 06paboTKa,
MCMNONb30BaHNE U XpaHEeHNE FeHEeTUYECKNX AaHHbIX YesloBeKa M MPOTEOMHbIX AaHHbIX Ye-
JIOBEKA OCYLLECTBNANNCD HAa OCHOBE NPO3paYvHbIX U MPUEMIIEMbIX C 3TUYECKOWN TOYKUN 3pe-
HUA npouenyp. locypapcTBam cnenyeT npukaaabiBaTb YCUNUA K TOMY, YTOObI BOBiEKATb
BCce 06LEeCcTBO B NMpoLecc NPUHATUA peLLeHni, Kacatowwmxca obLen NonMTuKM B Bonpocax



c60pa, 06pa6OTKVI, MCNOJIb30BaHUA N XpaHeHNA reHeTn4ecknx AaHHbIX YenoBeka 1N Npo-
TEOMHbIX AaHHbIX YeJsloBekKa, a Tak>XXe OUEeHKN ynpaBieHna nMun, B HaCTHOCTU B caiy4ae npo-
BE[EeHNA reHeTU4Yecknx mccrenoBaHumn I'IOI'IyﬂFlLI,I/II;I. B npouecce NpuUHATUA Taknx peLle-
HUR, KOTOPOMY MOXET cnocobcTBOBaTb MexnyHapongM onbIT, cnenyet obecne4ynBaTb
cBobopHoe BblpaXXeHne pa3yinvHbIX MHEHUN.

(b) B cooTBeTcTBUW C NMONIOXEeHUAMM cTaTbu 16 Bceobluen aeknapaumm o reHoMe 4Yersio-
BeKa 1 npasax 4YesioBeka HEOOXOAMMO COAENCTBOBAaTb AeATENIbHOCTU M CO3aHUIO Ha Ha-
LMOHaNbHOM, PEerMoHanbHOM, MECTHOM WJIN YYPEXOAEHYECKOM YPOBHAX HE3aBUCUMbIX,
MHOTrOAUCLUUMINHAPHbBIX M OENCTBYIOLWMX Ha MNpUHUMNAX naopasn3Ma KOMUTETOB MO
aTuke. B cooTBETCTBYIOLWMX CyYaAX ¢ KOMUTETAMWU MO 3TUKE, AENCTBYIOWMMN HA HaLMO-
HaNbHOM YPOBHE, LOJI)XHbl MPOBOANTLCA KOHCYNbTALMN NpPU YCTAaHOBNIEHUN CTaH4ApTOB,
HOPMAaTUBHbIX MOMOXEHUN N PYKOBOAALIMX MPUHLIMIMOB, KacawLinxca coopa, o6paboTku,
MCMNONb30BaHNA N XPaHEHUA FreHeTUYECKMX JaHHbIX YeN0BEKa, MPOTEOMHbIX AaHHbIX YeJso-
Beka 1 6rmonornyeckux obpasuos. Kpome Toro, ¢ HUMu cnenyeT NPoOBOANTb KOHCYNbTaL MK
rno BonNpocam, He pPernaMeHTUPOBaHHbIM BHYTPEHHUM npaBoM. C KoMUTETAMU MO 3TUKE,
OENCTBYIOLLMMUN Ha YYPEXOEHYECKOM U MECTHOM YPOBHAX, clieQyeT NpoBOAUTb KOHCY b-
TaLuMm no Bonpocam NpUMeHeHUA YNOMAHYTbIX BbllLe CTaH4APTOB, HOPMAaTUBHbIX MONOXe-
HUM N PYKOBOOALLMX NMPUHLMMOB B paMKax KOHKPETHbIX NCCieoBaTeNbCKMUX NMPOEKTOB.

(c) B Tex cnyuasx, korga c6op, o6paboTka, UCMONb30BaHME U XPaHEHNE FeHEeTUYECKNX
OaHHbIX 4YesioBeKa, MPOTEOMHbIX AaHHbIX 4YenoBeka U 6uonoruveckmx obpasuoB ocy-
LLeCTBNAOTCA B ABYX MM Gofiee rocydapcTeax, crneayeT, NpyM Heo6XoAnMocTn, NpPoBO-
OUTb KOHCY/NbTaLMN C KOMUTETAMM MO 3TUKE 3TUX FOCY[apCcTB, @ PACCMOTPEHNE COOTBET-
CTBYHOLLMX BOMPOCOB Ha HaZexalleM YpOoBHe cleflyeT OCHOBbIBaTb Ha NpuHuUunax, cgop-
MYNMPOBaHHbIX B HacToALlen [leknapaunu, a Tak)Ke Ha STUYECKUX CTaHAapTax U NpaBoBbIX
HOpPMaXx, MPUHATbIX COOTBETCTBYIOLLIMMU FrOCy4apCcTBaMMm.

(d) Mo aTnyecknm coobpaxkeHnAM HacToATENbHO HeobXxoaMmo, YTo6bl AcHaA, cbanaHcu-
poBaHHaA, ageKkBaTHaA U COOTBETCTBYOLWanA MHGopMaLuna npegocTaBnanach auyy, ot Ko-
Toporo mnpegnonaraeTcA NoJiyuyntb, 6e3 kakoro-nmbo nobyxaeHuA B Buae MdUHaHCOBbIX
WM OpYyrux NUYHbIX BbIFro4, npeaBapuTenbHoe, cBo6oaHOe, MHDOPMUPOBAHHOE U ACHO
Bblpa)keHHoe cornacue. Takaa nHdopmaumsa, HapAaady ¢ NpeaocTaBleHNeEM ApPYyrux Heob-
XOAUMbIX CBEAEHWUN, AOKHA coaepyXaTb ykazaHue Lenen nonyvyeHunsa ns 61Monornyeckmx
06pa3LI,OB, ncnonb3oBaHMA U XpaHeHNA reHeTn4ecknx AaHHbIX YenoBeka U nNpoTeoMHbIX
OaHHbIX Yyenoseka. MNpu HeobxoanuMocTH, Takaa MHpopMaLMA LONXKHA nNpeaynpexaaTtb o
puckax u nocneacTeuAx. B Hell coOTBETCTBYIOLEMY NULLY AOMKHO TakXKe coobLaTbCA, YTO
OHO MOXEeT 0TO3BaTb CBOEe cornacue 6e3 Kakoro-nMbo NMpPUHyYXXAeHWA 1 YTO 3TO He MnoBJe-
yeT 3a cobon 1A Takoro nuua HebnaronpuATHbIX NOCEACTBUN UTN HaKa3aHUMN.

d Cmamwva 7: Hedonywenue duckpumMunauuu u cCmuzmamu3auuu

(a) Heobxoammo BcAYECKU CTPEMUTLCA K TOMY, YTOObI FreHeTn4eckme AaHHble YenoBeka
1 NPOTEOMHbIE JaHHbIE YesloBeka He UCMOoNb30Bauch B LENAX, KOTOpPble HOCAT AUCKPU-
MVHALUMOHHbIA XapaKTep B CUJy TOrO, YTO OHWM HapyLlaloT WM NPUBOAAT K HapyLUEHWIO
npas YesioBeka, OCHOBHbIX CBOOOL MU/ YEJIOBEYECKOTO OCTOUHCTBA OTAEbHOIO Nnua, u
4TOGbI OHU HE UCMOJIb30BaNNCh B LENAX, BEAYLMX K CTUrMaTu3aumm Toro uian MHoro nuiua,
CeMbM, FPynMMbl U OGLLMHBI.



(b) B aTol cBA3M Hapgnexallee BHMMaHWE AOMXKHO yAenATbCA pe3ysibTaTaM reHeTuye-
CKMX UCCriefoBaHUN NONyNALMA U FTEHETUYECKMX UCCNeJOBaHU Mogesnie noBegeHua un
VHTeprnpeTaumn rnosly4eHHbIX B UX paMmKax pe3ynbTaTos.

B. CBOP JIAHHBIX

= Cmamwesa 8: Coenacue

(a) OnAa cbopa reHeTUYECKUX AaHHbIX YeNOBEKA, MPOTEOMHbIX AAaHHbIX YesioBeka WUin
6ronornyecknx ob6pasLoB € MOMOLLbIO MHBA3MBHbIX UM HEMHBA3WBHbIX NpoLeayp, a Tak-
Xe AnAa nx nocnenyoulen o06paboTku, UCNonb30BaHMA N XpaHeHUs, Oyab TO rocy4apCcTBEH-
HbIMU y4ypexaeHnamm unjianm 4aCcTHbIMU CTPYKTypamu, HeO6XO,E|,VIMO nony4ynTb npeasapu-
TenbHoe, cB060AHOE, MH(OPMUPOBAHHOE N ACHO BbIPaXXeHHOE cornacue 6e3 kakoro-nmbo
noby>xaeHnaA B Buae UHaHCOBbIX MW OPYTrUX NMNYHbIX Bbirof. [leicTBue aToro npuHumna
OorpaHu4MBaeTCA NNLWb MO BECKMM MPUYMHAM, KOTOpPble YCTaHaBIMBAOTCA BHYTPEHHUM
NMpaBoOM, COOTBETCTBYIOLLUM MEXAYHapOAHOMY NpaBy B 06J1acTy NpaBs YesioBeka.

(b) Ecnu To unu nHoe nuUo He cnocobHO AaTb MHMDOPMMPOBAHHOE cornacue B COOTBET-
CTBUM C BHYTPEHHUM MpPaBOM, pa3pelleHne Ha Takoe TeCTUpOBaHWE B COOTBETCTBUU C
HaLMOHaNbHbIM 3aKOHOLATENIbCTBOM ClieAyeT MOoNyUYuTb Y €ro lopuanMyeckoro npeacTa-
Butena. KOpugnyeckuin npeacTaBUTENb OOMMKEH UCXOAUTb M3 HaUNyYLUMX MHTEPECOB
npeacTaBAAeMoOro UM nuua.

(c) B3pocnoe nuuo, KOTOpoe He B COCTOAHMM AaTb Takoro COrfiacusa, JOMXHO Mo Mepe
BO3MOXHOCTM MPUHUMaTb y4acTue B NpoLeaype nojy4vyeHua paspewieHunda. MHeHue nuua,
He JOCTUILLErO COBEPLLUEHHONETUA, AOMKHO YUNTbIBaTbCA B KaYecTBe Bce 6onee onpepens-
owero akropa no Mepe yBenn4eHmA Bo3pacTta 1 CTeneHn 3pefiocTy Takoro nuua.

(d) TeHeTnyeckoe obcnegoBaHe U TECTUPOBAHME NULL, HE AOCTUTLLINX COBEpPLLIEHHONEeTHA,
WIn N, KOTOPblE HE B COCTOAHUM AaTb CBOEro cornacua, oNnda uenen ANarHoCTUKU Unm
OKa3aHWA MeauKO-CaHUTapHOW NMOMOLLN, KaK MPaBuio, ABNAIOTCA 3TUYECKUN NPUeMIeMbiMu
TO/IbKO B TOM CllyyYae, ec/ivi OHM UMEIOT BaXXHoe 3HayeHue ONA 340POBbA TaKUX NUL U
OTBEYaloT UX HaUYYLLNUM UHTEPECAM.

=1 Cmamus 9: Oma3ubie coenracus

(a) B TexX cny4danax, Kkorga reHetn4yeckmne gaHHble 4enoBeka, MpPpOTeOMHble AaHHble 4Ye-
noBeka unun éuonorndyeckne obpasubl cobmpaoTcAa B MEAULMHCKUX U Hay4HbIX LEenax,
COOTBETCTBYIOLLLEE NMLIO MOXET OTO3BaTb CBOE COrjlacle, eciin TONbKo TakuMe faHHble
He ABNAITCA HEOOPATUMO OTAENIEHHbIMU OT NNLLA, KOTOPOE MOXET ObiTb NAEHTUDULM-
poBaHo. B cooTBeTCTBUY C NONOXEHUAMMU cTaTby 6 (d) OT3bIB cornacua He AONXeEH Blevb
3a cobor ONnA COOTBETCTBYIOLWErO NMLa Kakux-nnbo HebnaronpuATHbIX MocieacTBun
VNN HaKa3aHun.

(b) Korpa nuuo oT3biBaeT cornacue, reHeTuveckme AaHHble, NpoTeoOMHble fOaHHble U
6uonorunyeckmne 06pa3u,b| 9TOro nmua He OOJIXKHbl ganee ncnonb3oBaTtbCA, €CJZIN TOJIbKO
OHMU HeOGpaTVIMO He OoTAe/ieHbl OT COOTBETCTBYIOLENro Jinua.



(c) CpaHHbIMU M BUONoOrnyeckummn obpasLaMmm, eCnm oOHUM Heob6pPaTUMO He OTAEeNEHbI, che-
OyeT obpaliaTbCcA B COOTBETCTBUU C MOXeNaHUAMM Takoro nuua. Ecnu noxkenanua nuua He
MOryT ObITb OnpeaenieHbl, HEBbIMOJIHMMbI UM HEHAAEXHbI, TO AaHHble N Guonoruyeckmne
06pa3sLbl fOJIKHbI 6bITb HEOBPATUMO OTAENEHbI NN YHUYTOXEHDI.

- Cmamwva 10: IIpaeéo pewwams, 661me uau He 66tmob
UHGOPMUPOBAHHBIM O Pe3ybmamax uccaedosanuil

B Tex cnyvanx, korga c6op reHeTUYeCcKnX AaHHbIX YeoBeka, NPOTEOMHbIX AaHHbIX Yeno-
Beka 1 Grosiornyecknx o6pa3LoB OCYLLECTBAAETCA B LENiAX NPOBeAeHNA MEOULMHCKUX U
Hay4HbIX UCCNEAOBAHN, COOTBETCTBYIOLLEMY JIMLLY NMPUW MONYYEeHUN ero cornacus ciiegyet
coobLWKMTb O ero npase peLatb, ObiTb UAN He 6bITb MHDOPMUPOBAHHBIM O pe3yfbTaTax
TaknX UccnenoBaHuin. ATo NMoNoXeHNE He NPMMeHAEeTCA K UccnefoBaHMAM C UCMOMb30Ba-
HMEeM [aHHbIX, He0BPATMMO OTAEJIEHHbIX OT NMOAJAIWNXCA MAEHTUDUKALUN TNL, UIKN K
OaHHbIM, KOTOpPble HE BeAyT K MOJIyYeHMIO CBEAEeHUN INYHOro XapakTepa O Jiuax, y4va-
CTBOBAaBLUMX B TaKUX McclieqoBaHUAX. B cooTBeTCTBYIOLMX Clly4anx NpaBo Ha 0TKas OT MNo-
ny4veHusa nHbopMaLmm OOMKHO PacnpocTpaHATCA Ha NAEHTUMULNPOBAHHbBIX POACTBEH-
HUKOB, KOTOPbIX MOTYT 3aTPOHYTb Pe3y/nbTaTbl UCCIEA0BAHUN.

d Cmamwes 11: Tenemuueckas KoHCyTbMAUUR

Mo aTMyeckuM coobpaxeHMAM HacTOATENIbHO HeoOGXOA4MMO, YTOObl MPU PAcCMOTPEHUN
BOMPOCAa O reHeTUYEeCKOM TECTUPOBAHNKN, KOTOPOE MOXET UMETb CyLLECTBEHHbIE NMocnea-
CTBUA ANA 300POBbA YesloBeka, COOTBETCTBYOLWMM 06pa3oM obecrneymBanncb reHeTu4e-
CKUe KoHcynbTauum. leHeTnyYeckme KOHCYJIbTaumnm OOKHbI HOCUTb peKOMeHAaTeNbHbIN Xa-
pakTep, Npv X NpoBefeHW CneayeT yYnUTbiBaTb KyIbTYPHbIe 0COOEHHOCTU COOTBETCTBY-
IOLLMX JINLL, M OHM OOJXKHbI OTBEYaTb UX HAWUJTYULLUUM UHTEPECaM.

= Cmamwa 12: C6op 6uonozuueckux o6pasuoé é cyoedorno-meduuUHCKUX
uensax unu 6 pamkax cydonpoussodcmea
RO ZPaxcOarHCKuUM, Y20L08HBIM ULU UHBIM Jetam

Mpu c6ope reHeTUYecKnx OaHHbIX YeroBeka WM NMPOTEOMHbIX AaHHbIX YesioBeKka B Cy-
OeOHO-MegUUNHCKMX LenaxX Uan B paMmkax CyqonponusBoAcTBa Mo rpaxKaaHckuM, yrosios-
HbIM WX MHbIM eNlaM, B TOM YuCJie TeCTUPOBaHMA Ha NpeaMeT YyCTaHOBNEHUA OTLLOBCTBa/
MaTEPUHCTBA, B3ATUE Bronornyeckmx obpasLoB in vivo unum post mortem cnenyeT ocy-
LLLECTBJIATb TOJIbKO COMNIacHO BHYTPEHHEMY MpaBy, COOTBETCTBYIOLLEMY MEXAYHapOOAHOMY
npaey B 061acTu Npae YenoBeka.

C. OBPABOTRA JAHHBIX

d Cmamwva 13: Jocmyn

HI/IKOMy He MOXEeT ObITb OTKa3aHo B nooctyne K COOCTBEHHbIM rEHETUYECKMM AaHHbIM UK
npoTeoOMHbIM OaHHbIM 3a UCKJIIOYEHUEM cnly4HaeB, Koraa 3T AaHHble HeO6paTVIMO oTae-



JIEHbl OT COOTBETCTBYIOLLENO JINL,A, KOTOPOE MOXET ObITb UAEHTUHULMPOBAHO B Ka4ecTBe
MCTOYHUKA TaKUX OAHHbIX, WV KOT4a B COOTBETCTBUM C BHYTPEHHUM MPaBOM yKa3aHHbIN
[OCTYM OrpaHNYMBaETCA B MHTEpecax OXpaHbl 340P0BbA HacesieHns, OOLEeCTBEHHOrO MNo-
pAgka Uav HauMoHanbHon 6e30MacHoCTM.

- Cmamuva 14: IIpaeéo na uwacmmyro Hcu3ns
u KongudenuuartbHOCMB

(a) TocymapcTtBam cnefnyet gesnaTb BCE OT HUX 3aBUCALLLEE AJ1A 3aLUNTbI NPaBa OTAesNbHbIX
JINL, Ha YaCTHYIO XM3Hb U KOHMUOEHUMANbHOCTU FEHETUYECKMX OaHHbIX, OTHOCALLUXCA K
noagaioLeMyca naeHTUhKaLnum nuLy, CEMbe N, B COOTBETCTBYIOLLMX CllyyanXx, rpynne,
COrnacHo BHYTPEeHHEMY MpaBy, COOTBETCTBYIOLLEMY MeXAyHapooHOMY npaBy B o6nactu
npas YeJsioBeKa.

(b) TeHeTuyeckue paHHble YenoBeka, MPOTEOMHbIE AaHHblEe YenoBeka u Guonoruyeckme
o6pasLbl, OTHOCALLMECA K MogaaloleMyca naeHTudukaumm nuuy, He A0JIKHbI PacKpbl-
BaTbCA UMW AenaTbCA OOCTYMHbIMU OJ1A TPETbUX CTOPOH, B YacTHOCTM paboTopaTenen,
CTPaxoBblX KOMMaHWI, y4ebHbIX 3aBEOEHUN N YNIEHOB CEMbMW, 3a UCKJTIOYEHNEM CJTy4aes,
KOr[a 3TO OCYLLECTBJIAETCA B CUJTy BECKOWN NMPUYUNHbI, CBA3aHHOW C 0OLLLECTBEHHLIMU NHTE-
pecamu, HeTKO OrOBOPEHHOM BO BHY TPEHHEM NnpaBe, COOTBETCTBYIOLLEM MEXAYHapOAHOMY
npaBy B 0651acTy NpaB YeNioBeka, Ui cryyaes, Korga 6b110 noslydyeHo NpeaBapuTesibHOE,
cBobogHoe, MHPOPMUPOBAHHOE U ACHO BblpaXXEHHOE corfilacMe COOTBETCTBYIOLLEro N1ua
npu yCnoBuu, YTo Takoe corsiacie COOTBETCTBYET BHYTPEHHEMY MpaBy U MeXOyHapoaHOo-
My npaBy B 06n1acTu npas YesioBeka. [1paBo Ha YaCTHYIO XXM3Hb, BOMJIOLLAEMOE B y4acTun
TOro WAN UHOTO N1l B UCCNIEA0BAHUAX C UCMOJIb30BAHNEM FEHETUYECKUX OaHHbIX Yeno-
BeKa, MPOTEOMHbIX JaHHbIX YesnioBeka 1 6uonormyeckmx obpasuyoB, AOJIKHO 3aMLaThCA,
M COOTBETCTBYIOLLNE [AHHbIE C/leQyeT paccMaTpyBaTh B Ka4ecTBe KOHMUAEHUNANbHbIX.

(c) TeHeTuueckme paHHble YenoBeka, MPOTEOMHbIE JaHHble YesioBeka U Gronoruyeckme
06pasubl, cobpaHHble B Hay4YHbIX LLEeAX, He AOMKHbI, Kak NpaBuno, 6biTb CBA3aHbI C INLOM,
KOTOpPOEe MOXET 6bITb UAEHTUMDULNPOBAHO B KaYeCcTBE UX UCTOYHMKA. [Jaxke B Tex cryyanx,
Korga Takue AaHHble Unu 6uosiormyeckue obpasubl OTAENIeHbl OT NNLA, KOTOPOE MOXET
ObITb MOEHTUDULMPOBAHO B Ka4YecTBE MX UCTOYHMKA, cliedyeT NpUHATbL Heobxoaumbie
Mepbl NPeAOCTOPOXHOCTU ANA obecnevyeHnsa 6€30MacHOCTU AaHHbIX NN BUONOrMYECcKnX
o6pas3LoB.

(d) TeHeTuyeckue maHHble YenoBeka, MPOTEOMHbIE AaHHble YenoBeka u Guonoruyeckme
06pa3sLbl, CoGpaHHble B MEAULIMHCKUX N HAaYy4HbIX LenAxX, eCNn 3To onpasAaHo noTpeGHo-
CTAMMU TaKUX UCCNelIOBaHUIN, MOTYT OCTaBaTbCA HE OTAENEeHHbIMU OT NNLLA, KOTOPOE MOXET
ObITb MAEHTUGULMPOBAHO B KAYECTBE UX UCTOYHMKA, TONIbKO €CNIKN 3TO Heobxoanmo anA
nposeneHunsa UCC/ieloBaHUI U NPU YCNIOBUW, YTO MPaBo JINLLA Ha YaCTHYIO XU3Hb U KOHMU-
OeHUMNanbHOCTb TakMX OaHHbIX 1 GMoIorMyeckmx ob6pasLoB 3alnLLATCA B COOTBETCTBUN
C BHYTPEHHUM MpaBoM.

(e) TeHeTu4eckue gaHHble YenoBeka U MPOTEOMHbIE JAaHHbIe YeNIOBEKA HE OOIKHbI Xpa-
HUTbCA B (hopme, KoTopas Mo3BosiAeT CyObekTy AaHHbIX ObITb MOEHTUGULNPOBAHHbIM, B
TeyeHue 6onee ONUTENIbHONO BPEMEHU, YeM 3TO HEOOXOAMMO ASA [OCTUXEHMA LieNien, B
KOTOpPbIX OCcyLecTBNANCA NX cOop u nocnenytoutaa obpaboTka.



- Cmamua 15: JJocmoeeprocms, Hadedxcrocmo,
Kauecmeo u 6e3onacrocms

®Our3MYeCcKNM U IOPUANYECKMM NMLLaM, OTBEYaoLWMM 3a 06paboTKy reHeTUYeCKUX AaHHbIX
YenoBeka, MPOTEOMHbIX AaHHbIX YesioBeka U Guonornyecknx obpasLos, cneayet NPUHKN-
MaTb Mepbl, Heo6XoauMble ANnA obecnevyeHMA OOCTOBEPHOCTU, HAAEXHOCTM, KayecTBa u
6€e30MacHOCTX 3TUX AaHHbIX U BGuonornyeckux obpasuoB. M cnepyeTt npoABnATb Tpe-
60BaTEIbHOCTb, OCTOPOXHOCTb, MOPALOYHOCTb U AOO6POCOBECTHOCTb NMpu 06paboTke U
WHTeprpeTauny reHeTUYECKNX AaHHbIX YeNoBeka, MPOTEOMHbIX AaHHbIX YenoBeka 1 61o-
nornyeckux o6pasuoBs, NPMHUMAA BO BHMMaHWE CBA3aHHbIe C 3TUM 3TUYeckue, opuanye-
CKue ¥ coumasbHble NoCceacTBuA.

D. HCIIOJIb3OBAHUE TAHHBIX

= Cmamuva 16: Hsmenenue uenu

(a) TleHeTuueckme paHHble YenoBeka, MPOTEOMHbIE JaHHble YesioBeKa U Guonoruyeckme
o6pasubl, cobpaHHble A9 OQHOM U3 LesieN, yKa3aHHbIX B cTaTbe 5, He JOJIXXHbI UCMOJb-
30BaTbCA OJ19 UHOW LIefIn, HE COBMECTUMOM C U3HaYallbHO JaHHbIM COrflacueM, 3a UCKJTIO-
YeHureM cly4vaeB, korga rnosyyeHo npensapuTenbHoe, cBo6ogHoe, UHGOPMUPOBAHHOE U
ACHO BblpaKEHHOE corflacne COOTBETCTBYIOLLEr0 SML,a, COrlacHO NoJIoXXeHMAM cTaTbm 8 (a),
WM KOorga, corflacHO BHYTPEHHEMY MpaBy, NpeajlaraeMoe UCMOoIb30BaHWE OCYLLLECTBAET-
CA B CUJY BECKOW MPUYMHbI, CBA3AHHOW C OOLLIECTBEHHbLIMU UHTEPECaMN, U COOTBETCTBY-
eT MeXxJAyHapogHoMy MnpaBy B obnacTu npas 4enoseka. Ecnu cooTBeTcTBylOWEE NULO
He B COCTOAHWM [aTb TaKoe corfiacue, NpuMeHAlTcA mutatis mutandis NonoxeHusa
ctatbu 8 (b) n (c).

(b) B Tex cny4yasx, korga npenBapuTesibHoe, cBo6oaHOe, MHPOPMUPOBAHHOE U ACHO
BblpaXXeHHOE cornacue He MOXeT OblTb MONyYeHO MAM Korga AaHHble HeobpaTuMo OT-
JeneHbl OT nuua, KoTopoe MoXeT ObiTb MAEHTUDULMPOBAHO B KayeCcTBe UX UCTOYHMKA,
reHeTM4yeckne faHHble YesioBeka MOryT MCMOb30BaTbCA B COOTBETCTBUM C BHYTPEHHUM
npaBoM WJIN B COOTBETCTBMU C NpoLeaypaMmu NpoBeAeHnA KOHCYbTauuii, NpeaycmMoTpeH-
HbIX cTaTbewn 6 (b).

d Cmamwa 17: Haxodawuecsa na
xXpaneruu 6uonrosurecrkue oopa3usbt

(a) Haxomswwmeca Ha xpaHeHUn 6uonornyeckme obpasLbl, CoO6paHHbIE B UHbIX LenAx, no-
MWMO yKa3aHHbIX B CTaTbe b, MOryT MCNOJIb30BaTbCA AJ1A MOJSyYEeHUA reHeTUYEeCKUX AaH-
HbIX YeNOBEKA UM MPOTEOMHbIX faHHbIX YeIOBEKA MPW YCIIOBUWN NpeaBapUTeENIbHOrO, CBO-
604HOro, MHOPMUPOBAHHOTO M ACHO BbIPaXEHHOr0 COorfacuA COOTBETCTBYIOLLErO NunLa.
OpHako ecnv B COOTBETCTBUM C BHYTPEHHUM NMPaBoM NpeayCcMOTPEHO, YTO Takmne AaHHble
MMEeIoT BaXKHOE 3HaAYeHne ANA Lesien MeaULMHCKUX U Hay4YHbIX NCCNedoBaHUN, Hanpumep
aNMOEMUONIOrNYECKNX UCCNENOBaHUN, UM OXPaHbl 340POBbA, TO OHW MOTYT UCMOJIb30-
BaTbCA B YKa3aHHbIX LiesIAX B COOTBETCTBUU C NpoLeaypamMmm npoBedeHna KOHCybTauui,
npeaycMOTPEHHbIX cTaTben 6 (b).



(b) TMonoxeHua ctaTbn 12 NnpuMeHAOTCA Mmutatis mutandis K HaXOAALMMCA Ha XpaHEeHUn
6uonorndyeckum obpasuam, UCNOJIb3yEMbIM ANA MNONYYEHUA FreHeTUYECKNX AaHHbIX Yeso-
Beka B LlenAx cyaebHom meguunHbl.

= Cmamwva 18: Pacnpocmpanenue dannvix
u medxcdyHapoornoe compyoHuLecmaeo

(a) TocymapcTeam cnenyeT perynmpoBaTb B COOTBETCTBUM CO CBOMM BHYTPEHHMM NPaBoM
n MexagyHapoaHbiMK1 cornawleHnaAMun nepemelleHmne 4yepes3 CBOU rpaHnuUbl reHeTU4eCckKnx
OaHHbIX YenoBeka, MPOTEOMHbIX faHHbIX YesloBeka U 6uonornyeckmx o6pasLoB B UHTepe-
cax yKpenneHusa MexagyHapoaHoro MeanLMHCKOro M Hay4YHOro coTpyaHmuyecTBa n obecne-
YeHUA cnpaBenIMBOro AoCcTyrna K Takum gaHHbIM. CucTema Takoro rnepemMeLLeHmns 4onxkHa
obecrneynBaTb NPUHATKE NOJMYyYaloLLel CTOPOHOW HagJiexallux Mmep no 3alliuTte JaHHbIX U
06pa3L0oB B COOTBETCTBMU C MPUHLIMNAMU, U3NOXEHHbIMWU B HacTosALen [leknapauymn.

(b) TocymapcTBam cnienyeT, AOJIKHbIM U HagJsieXxalmm o6pa3oM yUMTbIBAA U3JTIOKEHHbIE B
HacToAwen [eknapauny NpUHLMNbI, Npunarate BCe YCUNINA K AalibHENLEeMy pacnpocTpa-
HEHUI0 B MeXAyHapoaHOM MacluTabe Hay4HbIX 3HaHUN O FreHEeTUYEeCKNX AaHHbIX YelloBeka
1 NMPOTEOMHbIX OAaHHbIX YeJloBeKa U B 3TOW CBA3M YKPENIATb MeXAyHapoAHoe Hay4YHoe U
KYJIbTYPHOE COTPYAHMYECTBO, B 0COOEHHOCTIN MEXAY MPOMbILLIEHHO Pa3BUTbIMU U Pa3BU-
BalOLLMMUCA CTPaHaMMU.

(c) Jluuam, npoBogAwMM MccreqoBaHUA, cnedyeT AenaTb BCe OT HUX 3aBucAllee AJiA
HanaXxvBaHWA OTHOLLEHUI COTPYAHNYECTBA, OCHOBAHHbIX Ha B3aMMHOM COGMIOAEHUN Ha-
YUHbIX M 9TUHECKUX TPeBOBaHWUIA, 1, C y4ETOM MOJIOXKEHUN cTaTbyn 14, UM cneayeT NoowpATb
cBob6oaHOE pacnpocTpaHeHWE FEHETUYECKMX AaHHbIX YenoBeKa M NMPOTEOMHbIX AaHHbIX
yesioBeka B LiesIAX pacluMpeHa o6MeHa Hay4HbIMU 3HaHUAMU NPU YCII0BUKN coBoaeHns
COOTBETCTBYIOLLMMM CTOPOHAMU MPUHLMMOB, U3JIOXEHHbIX B HacToAwen deknapauun. C
3TOW Lesibio UM cllefyeT Tak>ke MPUHMMaTb Mepbl K Ny6vKaumMm B COOTBETCTBYIOLLLEE Bpe-
MA pe3ybTaToB CBOUX UCCIeA0BaHMMN.

= Cmamuesn 19: Coeémecmnoe ucnonviosanue oaaez

(a) B cooTBeTCTBMU C BHYTPEHHMM MPaBOM UK MOJNTUKON, a TakXe MexXAyHapoaHbIMU
cornawleHnamu 6nara, cBA3aHHbIe C UCMOJIb3OBAHUEM FeHEeTUYEeCKMX OaHHbIX YesioBeka,
NMPOTEOMHbIX JaHHbIX YenoBeka U 6uonornyecknx o6pasLoB, COGpPaHHbIX B LIEENAX Meaun-
LUMHCKMX U Hay4HbIX UCCNedoBaHUN, cnegyeT UCMNob30BaTb COBMECTHO CO BCEM obLie-
CTBOM U MeXAyHapoaHbiM coobliecTBoM. [nAa Lenen peanusaumm sToro nNpuHLmMna rnog
6naramu MOryT NoHMMAaTbCA:

(i) cneumanbHaA NomoLb IMLAM U FPYMNaM, y4acTBOBaBLUMM B UCCNeA0BaHUAX;
(ii) gocTyn K MeAnKo-caHUTapPHOW MOMOLLK;

(iii) obecrnevyeHne HOBbIX AMAarHOCTUYECKNX CPECTB, BO3MOXHOCTEN A9 HOBbIX METO-
0OB NeYeHnsa Unu NeKapCTBEHHbIX CPEeACTB, pa3paboTaHHbIX B pe3ysibTaTe nucclne-
[OBaHUM;

(iv) noppep>kka cnyx6 oxpaHbl 300POBbA;



(v) ykpenneHue noTeHumana B 06/1acTu NpoBeieHNA UCCNIeA0BAHUI;

(vi) cospaHue n ykpenneHue noTeHumana pas3BuBaloLLnXca cTpaH B obnactu cbopa 1
06pa6OTKI/I reHeTn4ecknx AaHHbIX YenoBeka C y4eTOM UX KOHKPEeTHbIX ﬂpOGJ’]EM;

(vii) nobble gpyrve 6nara, He MpoTMBOpeYaliMe MPUHLUMNAM, U3JTIOXKEHHbIM B Hac-
ToAwen [leknapaunn.

(b) BHyTpeHHUM NpaBoOM ¥ MeXAyHapOAHbIMWU COrflalleHNAMN MOTyT ObiTb NPenycMoT-
peHbl OrpaHNYeHnA B JAHHOM OTHOLLEHUM.

E. XPAHEHUE JIAHHBIX

d Cmamwsa 20: Cucmema kormmpoasn u ynpasnenus

l[ocypapcTBa MOryT pacCMOTPETb BOMNPOC O CO34aHUMN CUCTEMbI MOHUTOPUHIa reHeTu4e-
CKMX OaHHbIX YesioBeKa, MPOTEOMHbIX AaHHbIX YesioBeka U GMonormyecknx obpasLos u
ynpaBneHna M1, OCHOBaHHOW Ha MPUHLMMAaxX He3aBUCUMOCTM, MHOFOAUCLMUMIIMHAPHOCTH,
nialopann3mMa u Npo3pavyHoCTy, a TakXKe Ha NPUHLMUNAaXx, N3N0oXEeHHbIX B HacToAwen lekna-
pauun. Takaa cucTeEMa MOXET TakXXe OXBaTblBaTb aCMeKTbl, CBA3aHHbIE C XapaKTepoMm U
LeNIAMUN XpaHeHUA yKa3aHHbIX JaHHbIX.

= Cmamuesn 21: Ynuumoosicenue OaGHHbLX

(a) TMonoxeHua ctaTbu 9 NpuMeHAlOTCA mutatis mutandis K XpaHUMbIM FEHETUYECKUM
OaHHbIM YeNloBeKa, MPOTEOMHbIM JaHHbIM YenoBeka n buonorndyeckum obpasuam.

(b) TeHeTuMueckne OaHHble 4YenoBeka, MPOTEOMHble OaHHble 4Yenoseka U Guonoruye-
ckue o6pasLbl, B3ATble Y NOA03PEBAEMOro B XO€E YroJIOBHOIO pacciiefjoBaHuA, cnenyeT
YHUYTOXAaTb, Kak TOJIbKO B HUX OTNaAaeT He06X0AMMOCTb, eCJI MHOE He MPeayCMOTPEHO
BHYTPEHHMM MpPaBOM, COOTBETCTBYIOLLMM MeXAyHapogHOMY npaBy B o6iacTu npas 4ve-
sioBeka.

(c) TeHeTuyeckue gaHHble YenoBeka, MPOTEOMHbIE AaHHble YenoBeka u Guonoruyeckme
obpasLbl cnenyeT NpeacTaBnATh B CyAeOHO-MeANLIMHCKUX LeNnAaX Unu aNna uenen rpa)naH-
CKOro CyZoonpou3BOACTBa NNLLb Ha TOT Nepuo, Ha KOTOPbI OHU HEOOGXOAMMbI ANA 3TUX
Lenen, ecnvm MHOE He NPeaycMOTPEHO BHYTPEHHMM NpPaBOM, COOTBETCTBYIOLUM MEXAOY-
HapoAHOMY rpasy B 06/1acTy Npas Yenoseka.

= Cmamuba 22: Ilepexpecmmnoe conocmasnerue OaGHHBLX

[MepekpecTHOe comnocTaBneHne reHeTUYeCcKUX AaHHbIX YesloBeKa, MPOTEOMHbIX AaHHbIX
yenoBeka 1 6uonornyeckmx ob6pasLoB, XpaHALWMXCA ONA Lenen ANarHoCTUKN U oKasaHuA
MeAMKO-CaHUTapHOW NMOMOLLM, @ TakXKe AJIA Liesiel NpoBeaeHUA MEOULMHCKUX U HaYYHbIX
nccnefoBaHun, He MOXEeT NPON3BOANTbLCA 6e3 NoJslyYeHUsa COOTBETCTBYIOLLErO cornacus,
€C/I1 MHOE MO BECKUM MpuUYMHaM He MpeaycMoTPeHO BHYTPEHHMUM NpaBoM, COOTBETCTBY-
IOLWLMM MeXAyHapoaHOMY NpaBy B 061acTu npas YenoBeka.



F. COIEHCTBHE H OCYIIECTBJIEHHUE

ad Cmamwua 23: Ocywecmenenue

(a) TocymapcTeam crnefyeT NpUHUMAaTb BCE COOTBETCTBYIOLLME MEpPbl 3aKOHOAATENbHOTO,
agMUHUCTPATUBHOIO UM UHOFO XapakTepa B LeNAxX peanvsaumv NpuHLMNOB, U3N0XKEH-
HbIX B HacTosALlen [leknapauuu, B COOTBETCTBMM C MEXAYHAPOAHbIM NMpaBoM B obnactu
npas YesioBeka. Takve Mepbl AOKHbI MOAKPENNATLCA COOTBETCTBYIOLWMMU AEACTBUAMU B
cthepe o6pa3oBaHuMA, MOArOTOBKM KagpoB 1 06LLEeCcTBEHHOW Hhopmauuu.

(b) BpamkaxMexayHapo4HOro COTpyAHMYEeCTBa rocyaapcTBam cnedyeT npeanpuHuMmaTh
ycunua onA 3akaoyYeHnsa ABYCTOPOHHUX U MHOTOCTOPOHHUX COrMalleHWi, NMo3BONAOLLNX
pa3BMBaOLLMMCA CTPaHaM YKPEMIATb MOTEHLMa, He06X0AMMbIN AJ1A y4acTUA B reHepupo-
BaHWM N COBMECTHOM MCMOSIb30BaHUN HayYHbIX 3HaHWI, KAcalOLLNXCA reHeTUYECKUX AaH-
HbIX Ye/I0BEKA, 1 COOTBETCTBYIOLLUX HOY-Xay.

d Cmamwva 24: O6pasoearnue, nodzomosxa xadpos
u pacnpocmparnerue ungopmauuu 8 obaacmu IMuKu

B uenax cogencTenA NpMMeHEHNIO MPUHLMIMOB, U3NTOXEHHbIX B HacToALlen Jeknapauuu,
rocynapcTsaM ciefyeT npunaraTb YCUNIUA K pa3BuTuio Bcex hopm ob6pa3oBaHmA 1 NOATO-
TOBKM KafpoB Ha BCEX YPOBHAX B 06MacTy 3TWKW, a TakXe MOOLLPATb NporpamMMbl pac-
npocTpaHeHnA nHbopMauny U 3HaHUIN, KacaloLWMXcA FEHETUYECKMX AaHHbIX YesoBeka.
STn mMepbl AONXHbI 6bITb OPUEHTUPOBAHbI Ha KOHKPETHYIO ayAUTOPUIO, B YaCTHOCTU Ha
Hay4HbIX PAGOTHUKOB 1 YIEHOB KOMUTETOB MO 3TUKE WJIM Ha LUMPOKYIO O6LLECTBEHHOCTD.
B aToin cBA3M rocygapcTBam ciiefyeT MooLPATb yyacTue B 3TUX YCUIIMAX MeXAYHapoa-
HbIX U PErMOHaNbHbIX MEXMPaBUTEIbCTBEHHbIX OPraHM3auni, a TakxXe MeXXAyHapoaHbIX,
pEernoHanbHbIX U HALMOHAJIbHbIX HEMPABUTENbCTBEHHbIX OPraHn3aLuil.

d Cmamwva 25: Poab Mescdyrnapodnozo komumema
no ouosmuxe (MKB) u MexcnpasumenscmeeHH02z0
Komumema no o6uosmuxe (MIIKB)

MexayHapoaHbin komuTteT rno 6uoaTtuke (MKB) n MexnpaBuTenbCTBEHHbIN KOMUTET MO
6unoatuke (MMKB) nonxkHbl BHOCUTbL BKJ1aZl B OCyLLLECTBIIEHUe HacToAwen deknapaunm u
pacnpocTpaHeHME U3NTIOXEHHbIX B HEM MPUHLUMOB. 3TU ABa KOMUTETa AO/KHbI Ha Hava-
Jlax COTPYyAHUYECTBA OTBEYaTb 3@ MOHUTOPUHT U OLLEHKY ee OCYLLECTBJIEHWA, B TOM Yncie
Ha OCHOBe J0KNaAoB, NpeAcTaBfeHHbIX rocygapcTBamu. B yacTHoOCTKM, 3TU ABa KoMuUTETa
OOMKHbI OTBeYaTb 3a MOAFOTOBKY Nt0ObIX 3aKJIIOYEHUN U NPEeAnoXEeHUA, KOTOpPble MOTyT
noBbicUTb 3adekTMBHOCTb HacToAwen Heknapaunn. OHU OONXHbI B COOTBETCTBUM C
ycTtaBHbiMu npouenypamu KOHECKO BbiHOCKUTb pekomeHaauum u npeactaBnatb ux leHe-
panbHOM KOHhepeHL M.

- Cmamwba 26: Ilocaedyrowgue deitcmeusn FOHECKO

KOHECKO npepnpuHuMmaeT Hagnexaline AencTBuA B CBA3M ¢ HacToAllen [eknapaunen B
LenAx CTUMYNMPOBAHUA MPOrpecca HaykK O XU3HU U COAENCTBMA NPaKTUYECKOMY NpumMe-
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HEHWIO NX OOCTUXEHMUI NMYyTEM MUCMOJNIb30BAaHUA COOTBETCTBYIOLLMX TEXHONOMMA Ha OCHOBE
yBa>eHUA 4esiloBe4eCcKoro OCTOMHCTBA, OCYLLECTBIIEHMA U COOMIOAEHNA NpaB YesioBeka u
OCHOBHbIX cBO6OOf.

= Cmamwvsa 27: Hedonywenue deticmeuit, npomueopeuauux
npasam weno8exKa, 0CHO8HbLM c80600am
u uento8eueckomy docmourcmay

HwuuTto B HacToAwen [deknapaumm He MoxeT OblTb MCTONKOBAHO Kak Aaloliee TOMy Uiu
MHOMY rocyfapcTBY, Fpynre nnv oTaesnbHOMY Ly Kakne-nnbo oCHOBaHWA AA OCYLLEeCcTB-
NeHnAa nmm ntobon AeATENBHOCTY UMK COBEPLUEHUA NIOObIX 4ENCTBUN, HE COBMECTUMBIX C
npaBamu 4YenoBeka, OCHOBHbIMW CBOO6OgaMM U YENOBEYECKMM AOCTOMHCTBOM, BKJIlOYanA, B
YaCTHOCTW, MPUHLKIbI, U3NI0OXEHHble B HacToAwen deknapauyuu.



OCYIIECTBJIEHME ME3KTYHAPOHOM
TEKJIAPAITAY O TEHETUYECKHIX
TTAHHBIX YEJIOBEKA (pesomtomns 32 C/23)*

leHepanbHaa koHGepeHUus,

npuHumasa Bo BHUMaHue MexxayHapoaHylo AeKnapauuio 0 reHeTUYECKUX AaHHbIX Yeno-
BeKa, MPUHATYIO WwecTHaguaTtoro oktA6pa 2003 roaa,

1. npu3biBaeT rocygapcTBa-veHbi:

(a) NpuHATL Bce HeobxoaMMble Mepbl 3aKOHOA4ATENbHOI0, aAMUHUCTPATUBHOIO WU
MHOT0 XapakTepa B Lenax peanvsaunmn npuHLUMNoB, N3JI0XEHHbIX B 3Ton [deknapa-
LMK, B COOTBETCTBUM C MeXAyHapoaHbIM NpaBoM B 0611acTu Npae YesioBeka; Takme
Mepbl AOJIXKHbI NOAKPENNATbLCA AencTBuAMU B cchepe ob6pas3oBaHuA, NOArOTOBKN
KagpoB 1 nHhopmMaumm o6LLLECTBEHHOCTH;

(b) perynapHo HanpaBnAaTb [eHepanbHOMY AMPEKTOPY B COOTBETCTBMM CO CTaTben
25 [leknapauuu BClo MoJie3Hy MHGhOpPMaLMio 0 Mepax, MPUHATBIX UMY B LLenAx
OCYLLECTBJIEHWNA NMPMHLUMOB, MPOBO3ralleHHbIX B [eknapauuu;

(c) moowpAaTb aTUYeckoe BOCMUTAHME U MOArOTOBKY KagpoB Ha COOTBETCTBYIOLLMX
YPOBHAX U COQENCTBOBATb OCYLLECTBNEHUIO MHDOPMALMOHHBIX MporpamMmm u pac-
NPOCTPaHEHUIO 3HAHUN O FEHETMYECKNX AaHHbIX YeN0BEKa;

2. npegnaraet [eHepaNibHOMY OUPEKTOPY:

(a) MpUHATBL COOTBETCTBYIOLIME MEPDI AJIA TOr0, YTOObI CNEAUTb 33 OCYLLECTBIIEHNEM
Leknapauun, BKio4asa ee pacnpocTpaHeHme 1 nepesof Ha 60blioe YNCo A3bl-
KOB;

(b) npuHATbL HeoGXxoAMMbIE Mepbl, ¢ TeM 4ToObl MexayHapogHbin komuteT KOHECKO
no 6uoatuke (MKB) n MexnpasutenbctBeHHbIn komuTeT KOHECKO no 6uoatuke
(MMKB) mornu BHOCUTb Hadexallu Bknag B ocyliectsneHne Jeknapauum n pac-
npocTpaHeHe NPOBO3ralleHHbIX B HEV MPUHLMUMOB;

(c) npepctaBuTb 33-11 ceccum leHepanbHO KOHGEepeHUMN foknag 06 OcyLEeCTBNEHUM
HacToALLEN PE3OJIIOLNN.

* Pesontouna npuHATa leHepanbHOM KOHdepeHUmen Ha ee 32-n ceccum 16 okTAGpPA 2003 1.
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