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ANALYSIS OF THE INTERNATIONAL RULES
GOVERNING THE STORAGE, ACCESS AND PROTECT
YOUR DATA WITH WHOLE-GENOME SEQUENCING

lporpecc B obnacty GUOreHeTNYeckux TEXHOJIOrMM 03BOSIET YYEHbIM
npoABUHYTLCS B MOHUMAaHUY MPUPOAbI HACIEACTBEHHbLIX 3a60/1eBaHuii, oaHa-
KO 3Ta HOBasi TEXHOJIOIVS CTaBUT Mepes VCC/enoBaressaMuy, noamTukamMm v
IopUCTaMy CEPbE3HbIE ITUHECKME MPOBIEMbI, Pa3peLLUeHNe KOTOPbIX, CPeAM
rpo4vero, cBsI3bIBAETCS C HEOOXOAMMOCTbIO UX YHUDUKaLumn. PopmupoBaHmue
00LUMX CTaHAAPTOB Ha YPOBHE MEXAYHaPOLAHOro npasa B 06/1acTv XpaHeH s,
Joctyna v K JaHHbIM 3aLUnTbl MOJIHOF€HOMHOIO CEKBEHUPOBAHWS MO3BOJINT
BbISIBUTb 0OLLME MOAXOAbI K Pa3PELIEHUIO MPaBOBbIX, COLMATbHbIX M ITUHECKNX
rnpobnem Ha ypoBHe HaLMOHa/IbHOro 3aKoHoAaTe/IbCTBa. Takasi cTparervs rno-
3BOJINT BbipaboTaTb YHUBEPCAsIbHbIM UHCTPYMEHTapUi ,C MOMOLLbIO KOTOPOro
CTaHeT BO3MOXHbIM 00603Ha4YnNTb OOLUME HarnpaB/ieHus1 B MOCTPOEHUN Mexa-
HV3Ma MPaBoBOro PerynpoBaHusi 0OLLECTBEHHbIX OTHOLLIEHWV Ha YPOBHE Ha-
LINOHAa/IbHOIro 3aKOHO4aTes/IbCTBa, a TakxXe ro3BoJIMT HAMETUTH IyTy paspeLue-
HUS CYLLIEeCTBYIOLLMX MPAaBOBbLIX KOJI/IN3WK B yKa3aHHOU coepe.

KnioyeBbie cnoBa: ro/siHOreHoOMHOEe CEeKBEeHVUPOBaHWE, rnpasa 4es/10Beka,
MexayHapoAaHble rnpasunia XpaHeHvs, 4OCTyra v 3aLUnTbl aHHbIX.

Progress in the field of biogenetic technologies allows scientists to advance
in understanding the nature of hereditary diseases, but this new technology
poses serious ethical problems for researchers, politicians and lawyers, the
resolution of which, among other things, is associated with the need for their
unification. The formation of common standards at the level of international law
in the field of storage, access and protection of full-genome sequencing data
will reveal common approaches to solving legal, social and ethical problems at
the level of national legislation. Such a strategy will make it possible to develop
a universal tool with the help of which it will be possible to identify General direc-
tions in the construction of the mechanism of legal regulation of social relations
at the level of national legislation, as well as to identify ways to resolve existing
legal conflicts in this area.

Keywords: full genome sequencing, human rights, international rules of
data storage, access and protection.

HoBble OTKPLITUA B FTEHETUYECKON Chepe
OpocaloT BbI30OB MOHMMaHMIO CaMOW CYLLHO-
CTW 4enoBeKa, Kak C COumasibHOM, Tak U C
Oronorn4eckon Todek 3perHus. MNMepcnektn-
Bbl B 9TOW 06Gnactu ob6ellainT YyBeINYUTb
NPOAOIKUTENBHOCTb XN3HU, MOBBLICUTL YPO-
BeHb GU3NYECKOro N NCUXNYECKOro 340P0-
BbsA fogen. Ecnn npnbaBuTb K 3TOMYy UC-
Nosb30BaHNE BO3MOXHOCTEN COBPEMEHHbIX

KOMMbIOTEPHbLIX TEXHOSIOMNI, TO CTAHOBUTCS
BMOJIHE MOHATHOM coumanbHas 06ecnoko-
€HHOCTb MO MOBOAY MNOTEHUMAsbHbIX MO-
CNeACTBUIA, B FPaHnLbl KOTOPbIX BKIIOYAET-
CS1 He TOJIbKO HaZexaa Ha JAonronetme nnm
n3basneHne ot 3ab0sIeBaHUIA, HO U CTPax.
Jeno B ToM, 4TO reHeTnyeckas MHPOP-
Mauus O YenoBeke ONpeaenseT, kak OH By-
OET pacTu 1 pa3BuBaTbCS, MB Cllydae Kakoro

" MiccnepoBaHue BbIMOMHEHO Npu GpUHAHCOBON noaaepxke Poccuiickoro dpoHaa GpyHaaMeHTabHbIX UCCne-
nosaHuii (PO®dU) B pamkax HayuHoro npoekta N2 18-29-14037
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HapyLleHns 3TO NPMBEAET K ero Henpasusib-
HOMY pas3BUTUIO, 3a00NIEBAHUIO, WUHBANWG-
HOCTU N cMmepTu. CoBpeMeHHOe MnosHore-
HOMHOE CEeKBEHWPOBaHWE npeacTaBnsier
c0obO0W CNOXHbI TECT, C MOMOLLIbIO KOTOPOro
MO>XHO OMpPenennTb Han4YMe reHeTUYECKMX
nospexaeHnin (mytauuin) B JHK yenoseka,
KOTOpble SABASAIOTCA MPUYMHOW  Hacnen-
CTBEHHbIX  0ONe3HeN, HacnegcTBEHHbIX
npeapacnosioXXeHHOCTEN WM OCOBEHHO-
cTel opraHmama.

C yyeToMm 3TOro mMexayHapoaHble noam-
TUYEeCKME OpraHn3aunn ykasbiBaloT Ha He-
06X0ANMOCTb PaCLLUMPEHUNS CYLLECTBYIOLLEN
CUCTEMbI NpaB YefioBeka ¢ y4eToM 61M0o3Tu-
4yeckoW nepcrnekTuBbl B 3TOW o6nacTu, Tak
Kak OTCYTCTBME COOTBETCTBYIOLMX HOpPMa-
TUBHbIX NPeanMcaHuini MOXET MPUBECTU K
cUTyaUusaM, Npu KOTOPbIX CTaHET BO3MOX-
HOM [AUCKPUMMHALMSA MO TeHeTU4YeCcKoMy
npu3Haky, 060CHOBaHa HEOHBXOANMOCTb UC-
KYCCTBEHHOIO YYYLLIEHUSA COCTOSAHUS FEHO-
TUna naen, nan NpuBecTn K HapyLUeHWUo
LIe/IOCTHOCTW YesioBeKka, NaTeHTOBaHWUIO re-
HOMa 1 Tak ganee [1].

Mpn aHanuae MexayHapoOHbIX MpaBui
XpaHeHus, 1OCTyna 1 3almTbl AAHHbIX MOM-
HOr€HOMHOI0 CEeKBEHMpPOBaHUSA, Heobxoau-
MO MOHUMAaTb, YTO OHU MOCTPOEHbI Ha Hase
YHUBEpPCA/bHbIX 6a30BbIX AOKYMEHTOB, 3a-
KpennswLwmx npaea yenoseka, k Hanbonee
3HAYMMbIM N3 KOTOPbIX cnenyet oTHecTu: 1)
Bceobuuyto geknapaumio npae yenoBeka oOT
10 pekabps 1948r. [2].;2) MexayHapoaHble
naktbl OpraHnsaumm O6beanHeHHbIXx Hauui
00 3KOHOMUYECKUX, coumanbHbIX N KynbTyp-
HbiX NpaBax [3]. n o rpaxagaHCKMX 1 NOANTN-
yeckux npaeax oT 16pekabps 1966r. [4].;3)
MexayHapoaHyto KoHBeHUuio OpraHusauum
O6beauHeHHbIX Hauuin o nukBupaumm Bcex
dopm pacoBom anckpumMmmHaumm ot 21 geka-
6ps 1965r.[5];4) KoHBeHunto OpraHmzaumm
O6beauHeHHbIX Hauuii 0 nukBnpaumm Bcex
dopM ONCKPUMUHALMN B OTHOLLIEHUM XKEH-
WwuH o1 18 pekabps 1979r. [6].;5) KoHBEHUMIO
Opranusauum Ob6beanHeHHbIX Haunii o npa-
Bax pebeHka o1 20 Hos6psa 1989r. [7].;6) KoH-
BeHuuto MOT (N2 111) o guckpmMmnHauumm B
obnacTtu Tpyaa v 3aHaTuin ot 25 nonsa 1958r.
[81;7) CornaweHne No TOProBbIM acrnekTam
npaB WHTENNeKTyasbHON COOCTBEHHOCTU
(TPUNC/TRIPS) (3aknio4eHo B . Mappakelue
15 anpena 1994r.) [9, c. 2818-2849].

BbllwenepeyncnerHHble OKYMEHTbI camMu
no cebe He HanpaBfieHbl Ha yperynuposa-
HVe NPaBOOTHOLLEHUIA B 061AaCT FTEHOMHbIX
nccnenoBaHuii, BHegpeHNe B XU3Hb UX pe-
3yNbTaToB, MO0 3aLWNTY FEHOMHOM MHDOP-
Mauuun. Tem He MeHee, KJloYeBble MoJiIoXe-
HUA 3TUX akTOB CcTann dyHOaAMEeHTOM Aans
dopMmnpoBaHns 6a30BbIX MPUHLMMNOB, HEOD-
XOAMMBIX Ol OCYLLECTBIEHUS OEATENbHO-

ctu Takoro poga [10, c. 127-137].0TmeTuUM,
yto Poccuiickas depepaums patnduumpo-
Bana psin U3 HUX, B3B Ha cebs obsa3aTesb-
CTBa Mo cobI0AeHMIO NpaB YesoBeka.

B pas3BuTUM KOHBEHLMVOHHOrO HOPMOT-
BOPYECTBA 3HAYUTESIbBHYIO POJb CbIFrpanu
OpraHusauusa O6beanHeHHbIX Hauuii no Bo-
npocam o6pa3oBaHUs, HAYKU U KYSbTYpPbl U
CoseT EBponbl, koTopble cdopmmpoBanu
OCHOBHbIe NpuHUMMbI B 3ToN chepe. Coaep-
XaHMe STUX akTOB Ha KOHUENTyaslbHOM
ypPOBHE CchHOpPMMPOBaNIO HOPMATUBHbIE OC-
HOBbl, Ha KOTOPLIX B AajibHelwem Obina
chopmMmpoBaHa NpuknagHas puandeckas
MoAesb, C Y4eTOM KOTOPOW CTPOUTCH npa-
BOMNPUMEHUTENbHAA NpakTnka EBponencko-
ro cyna no npaesam yenoseka [11].

B HacTosilee Bpems B 061aCTU xpaHe-
HUS, OOCTyNna W 3alnTbl JAHHbIX MOJIHOre-
HOMHOIO CEKBEHMPOBAHMS Ha MEXAyHapoa -
HOM YpOBHe creflyeT Ha3BaTb ABa CUCTEMO-
obpagzylLlmx AOKYMEHTA, 3aCy>XMBAKOLLMX
0c060ro BHMMaHUs. MNepBbiM U3 HUX BbICTY-
naeT npuHaTtasa 11 Hos6psa 1997 rona Bee-
obLasa geknapauma o reHoMe 4enoBeka 1 o
npaBax yenoBeka. ATOT OOKYMEHT opMy-
NMpYeT cneayiowme obLime npuHUMMbI, KO-
TOpble OO0MKHblI OblTb MOJIOXEHLI B OCHOBY
NPOBELEHNS FEHETUYECKUX UCCNEA0BAHMIA:

1) reHom 4enoBeka 3HaMeHyeT coboin
[OCTOsiHVE YenoBeyecTsa (CT. 1);

2) KaXAabll YeNIOBEK MMEET NPaBo Ha yBa-
>XEeHMe ero JOCTOMHCTBA M ero npas, BHE 3a-
BUCUMOCTWN OT €ro reHeTMYecKux xapakre-
pucTuK. Jllobas ANCKPUMUHALIMS B 3aBUCU-
MOCTW OT FEHETUHECKUX NPU3HAKOB 3anpe-
weHa (CT. 2);

3) B cuny 9BOJIIOUMOHHOW Npupoapbl re-
HOM 4esioBeKa NoABEPXEH MyTaumsam (CT. 3);

4) reHOM 4YenoBeka B ero eCTECTBEHHOM
COCTOSAHNM HE A0XKEH CNY>XUTb MICTOYHUKOM
M3BreYeHns 4oxonos (CT. 4) [12].

B koHTekcTe mccnegyemon Tembl 0CO-
Oyl0 3HA4YMMOCTb NPMOBPETAlOT NPOBO3rNa-
LUEHHblEe KOHBEHUMEN npaBa obcnenyembix
NNy, KOTOpblE HanpaBieHbl Ha 3almTy KX
npaB OT BO3MOXHbIX 3110ynoTpebneHunii B re-
HeTun4yeckom chepe:

— yKa3blBaeTCH Ha HEOOXOAMMOCTb TLUA-
TEeNbHOW NpenBapuUTENbHON OLLEHKW MOTEH-
LUManbHbIX OMACHOCTEN, BO3HUKAKLWMX NpU
VCCNenoBaHN, NEYEHUN AN OUATHOCTUKE
reHomMa 4esioBeka;

— NpoBeAeHMe UCCef0BaHNS BO3MOXHO
TONbKO MpY  MHOOPMUPOBAHHOM [06pPO-
BOJIbHOM  COracun 3anmHTEePEeCOBAHHOIO
ua;

— KaxablA 4enoBeK O0J/DKEH CaMOCTOs-
TENbHO onpenenuTb ana cebs, HyxaaeTtcs
N OH B MH(OPMUPOBAHUN O pel3yrbTaTtax,
MOJTY4EHHbIX B peaynsrare OHK-
nccnenoBaHus;
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— 06593aHHOCTb N0 06ecneyYeHno KOHPU-
OEHLUMANTbHOCTU MNOJTy4YEeHHbIX B pe3ynbraTte
MOSIHOFEHOMHOI0 CEKBEHMPOBAHUSA MHDOP-
Mauum NeXNT Ha roCcyaapCcTBe;

— 3anpeulaeTcs KJIOHUPOBaHMe YenoBe-
Ka;

—cBoboga npoBeneHUs umccnenoBaHUMn
rapaHTUpyeTcs, OAHAKO NnpaBa U UHTEepPEeCHI
Y4aCTHUKOB MpPeBa/IMPYIOT HaA, uendamMmn nc-
cnengoBaHNA N CTPOATCA MCXoa4a U3 NMPUHLIN-
na yBaXxeHnsg OCHOBHbIX MpaB N CBO6OJJ,.

AHanu3 npeacTaBieHHbIX MPUHLMMOB,
rnonaraem, rokasblBaeT [OWUCKYCCUMOHHOCTb
HEeKOTOpbIX N3 HUX. Hanpumep, o6s3aHbl n
muccnegosaTenu He coooLLAaTh O MOJIYYEHHbIX
pesynbTatax, ecl OHUM MOryT YrpoxaTtb
XU3HUN U CTaTb I'Ipl/l'-II/IHOI7I NHBaNINOHOCTU
AN nccnenyemoro, v ong ero poactBeH-
HMKoB)[13], Takxe ocTalTcs Heonpenene-
Hbl KPUTEPWUM TAKOW YrpO3bl C y4E€TOM TOYHO-
CTU pesynbTaToB UCCNenoBaHus, 10CTOBEp-
HOCTU NOJNTy4YEHHbIX OAaHHbIX N1 BEPOATHOCTU
HacTyniaeHuns He6J'IaFOI'IpVI9|THbIX nocnen-
CTBUM.

B kauecTBe BTOpPOro cucremoobpasyio-
Liero AoKymMeHTa, pernaMmeHTpyrLlLero Bo-
MPOCbI XpaHeHnA 0ocTyna v 3allnTbl AAaHHbLIX
MOJIHOFreHOMHOI0 CEKBEHMPOBAHNSA Ha MeX-
AyHapoaHOM YPOBHe, cneayeT Ha3BaTb MNpu-
HATyto OOH 16 okTabps 2003 ropa Mexny-
HapOAHYIO JOeknapaumio O reHeTU4ecKux
OaHHbIX YenoBeka [14]. B aToM OOKyMeHTe,
C YY4ETOM 3aBepLUEHNS B TOM XE roay nepso-
ro npoekTa no pacwmdpoBKe reHoma 4eno-
Beka[15, c. 118-127], camenaHbl BaXHble
YTOYHEHUS CYLUHOCTHbIX XapakTepUCTUK re-
HETU4YeCKNX AOaHHbIX MOCpPpeacTBOM 3aKpe-
MNeHnUs KOHKPEeTHbIX TpeboBaHWn K OcCy-
LLLeCTB/IEHUIO reHeTn4yeckom ANArHOCTUKN U
reHeTU4YecKom Tepanuu.

B neknapauuun ocobo ykasblBaeTcs Ha
TO, YTO reHeTn4eckmne gaHHble 4YenoBekKa 00-
napatrT 0cobbIM CTaTyCcoOM, KOTOPbI onpe-
nensieTca Ux KoHGuaeHUManbHbIM xapakTe-
POM BBMAY TOrrO, 4TO 3T AAaHHbIE€ MO3BOJIAIOT
He TOJIbKO CMpPOrH03npoBaTb reHeTn4ecKkyto
npenpacnooXeHHOCTb onpeneneHHoro
nnua, HO 1 TO, YTO NOCNEeACTBMS TaKOro Npo-
rHO3a MOryT OKa3blBaTb BJIMAHME HA CEMbIO
N NOTOMKOB, a B page ciy4aeB, 1 Ha uenble
rpynnsl HaceneHuvs. [llpuyem nony4eHHasd
MHdOpPMaLMs MO CBOEWN BaXXHOCTU He Bceraa
MOXET ObITb OLleHeHa AOJIXHbIM 06pas3om
naxe rnocne cobopa dGuonornyeckux odbpas-
LLOB 1 06paboTKN NONYYEHHbIX PE3YNLTATOB.
C y4eToM 3TOro, KO BCEM FeHEeTUYEeCKUM
AJaHHbIM, HE3ABUCNMO OT UX I/lHd)OpMaLJ,I/IOH-
HOrO coAep>XXaHUs Ha MOMEHT uccrenoBa-
HUSA, 0OJIKHbI NPUMEHATLCA BbICOKME Tp960-
BaHNS KOHOUAEHUNANBHOCTU.

Ocobo nogyepkmBaeTcs, YTO Uenn ae-
Knapaumm COoCTOAT B TOM, 4TOObl obecne-

YUTb YBaXEHME YeNoBEeYeckoro AOCTOUH-
CTBa, 3alMTy ero npaB 1 OCHOBHbIX CBOOOA,
npu cobope, o6paboTKe, NCMOJSIb30BAHUN U
XPaHEeHUM reHeTUYeCKMUX AaHHbIX Yesl0BeKa,
a Takke 06pa3LLOB, HA OCHOBE KOTOPbIX OHU
MoJly4eHbl, 3a UCKJTIOYEHMEM Clly4aeB pac-
cnenoBaHusl, packpbiTMa 1 cyoebHoro npe-
cneaoBaHUsA YrofloBHbIX MPECTYMnfIeHUn, a
TakXe TeCTUPOBaHWA Ha NpeaMeT YCTaHOB-
neHns oTuOBCTBA (MatepuHcTBa). BaxHo
yKkasaTtb, YTO MepeyeHb Takux Ciy4yaeB MO-
XET coaepXXaTbCs B HALMOHAIbHOM 3aKOHO-
naTenbcTBe, eCNv NocfieAHee COOTBETCTBY-
€T HopMaM MexayHapoAHOro rnpaea B obna-
CTW 3awWmTbl NpaB Yyenoseka [16, c. 23].

3acnyxmBaloT BHUMaHUSA M MpPoBO3rna-
LLIEHHbIE B CT. 5 LleNn, BO UMS KOTOPbIX MOFYT
cobupartbes, 0bpabdaTbiBaTbCA, WCMONb30-
BaTbCH M XPaHUTLCH reHeTU4eckne OaHHble
yesioBeka: AuarHocTuka 1 okasaHue menu-
KO-CaHUTapHOW NOMOLLM, BK/lOYalollee B
cebs npoBeneHne obcnemoBaHuini U TECTU-
pOBaHMs, OCYLLECTBASIEMOe AJis MPOrHo3a;
MEOVLIMHCKNE  Hay4yHble MCCneaoBaHus,
BKJIIOYaa reHeTUYeckne MUCCnenoBaHus oT-
OenbHbIX nonynauuii; cyoebHo-MeauUmH-
CkMe unccrnefoBaHus U Cyaonpou3BOACTBO
Nno rpaxmaaHCKMM, YrOfIOBHbIM M MHbIM Oe-
laM; B UHbIX LENsax, eCNn OHU He NPOTUBO-
peyaT MNpuHUMNaM, NPOBO3MIaLlEHHbIM BO
Bceobuien geknapaumy o reHome 4yenoseka
1 nNpaBax YenoBeka, a Takxke mMexayHapon-
HOMY MnpaBy B 061aCTV 3aLUUTLI NPaB Yeso-
Beka [17].

Jexnapauns B CT. 6 3aTparnBaeT npoue-
nypHble Bornpocbkl cbopa 06paboTkm, UC-
NoNb30BaHUSA U XPaHEHNS JaHHbIX MOJIHOre-
HOMHOI O CEKBEHNPOBAaHWS, CBUAETENbCTBYS
00 VX MNPO3pPavyHOCTU U MPUEMSIEMOCTU C
3TMYECKUX NO3NLMIA. YKa3blBaeTCcsa Ha HEOO-
XOOUMOCTb COAENCTBUA OeATeNbHOCTU KO-
MUTETOB MO 3TUKE KOTOPbIE AO/MKHbI CO3aa-
BaTbCS Ha HALlMOHAIbHOM, PErMoHaNbHOM
MECTHOM YPOBHSX. [pn 9TOM NNLLO, OT KOTO-
poro 6yayT nosnyyeHbl Guonoruyeckme o6-
paslbl, JO/MKHO ObITb Haanexalmm obpa-
30M NpouHPOopMNpoBaHO 6e3 ydyeTa Kakunx-
B0 PUHAHCOBBIX U JIMYHBIX BbIFOA, U CO-
rmacHo Ha ero nposepeHue. Nudopmaumsa
[OJKHA yKasbiBaTb Ha LIENN, B KOTOPLIX OY-
OyT U1cnonb3oBaTbCsl Ouoniormyeckne 00-
pasupl, NpeaynpexanaTe 0 pUckax 1 nocnen-
CTBMAX, MPU 3TOM CaMo JIMLIO0 UMEET NpaBo
0TO3BaTb CBOe cornacme 6e3 kakoro-nmbo
NMPUHYXOEHUST UM UHBIX HE6MaronpuaTHbIX
nocneacTeuii. B cnyyae nony4yeHus Takoro
0TKa3a, UCMoNb30BaHNe JaHHbIX 1 B1oNorn-
yeckmx 06pa3LLoB 3anpeLLeHo, eCN OHN He-
obpaTnMo oTaeneHbl. Ecnun He otoeneHsbl, To
HEeoOX0AMMO Y4YUTbIBATb MNOXENaHUa Takoro
nnua. Ecnn noxenaHus nuua He onpenene-
Hbl, MO0 HEBLINOJIHMMbI UM HE HALEXHbI,
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TO [JaHHble n O6uonornyeckne obpasLibl
LOJXHbI ObITb OTAENEHbI ST YHUHTOXEHbI.

CornacHo cT. 8 eknapauun, Heobxoam-
MbIM YCNOBMEM AJia cOopa reHeTU4eckmnx
NaHHbIX YefioBeKa SABNSeTCs ero npeasapu-
TeNlbHoe CBOOOAHOE M OCO3HAHHOE N SICHO
BblpaxeHHoe cornacue. MNpu aToM, ecnu no
KaKMM-TO MPUYNHAM MU0 He MOXEeT AaTb
Takoro cornacusi, To Heobxoanmmo, 4ToObl
cornacve pgan ero puamnyeckmn npencra-
BUTENb. B cnydyae ecnm nuuo He AOCTUMO
COBEpPLUEHHONETUS, TO OO/IKHO Y4YUTbIBATb-
CSl ero MHeHne No Mepe yBenn4yeHns BO3-
pacTa 1 cTeneHu ero 3penoctu. B oTHowe-
HUM 1L, KOTOPbIE HE MOTYT AaTb CBOEr0 CO-
rnacuvsi Unv He 4OCTUITIM BO3pacTa HECOBEP-
LUEHHONETUS1, FeHeTMYeckme nccnenoBaHns
CUNTAOTCS 3TUYECKU MPUEMIEMbBIMU, €CNn
MX pe3ynbTaTbl MMEKT BaXHOEe 3HavyeHue
07151 X 300POBbS M OTBEYHAIOT UX MHTEpEecaMm.
Mpuyem npaBoONpUMEHUTENbHAs npakTuKa
EBponenckoro cyga no npasam 4yenioBeka
yKa3blBaET, YTO MOCMEPTHbIA OTOOP TKaHen
Tena ckoH4yaBllerocs 6e3 cornacus pof-
CTBEHHMKA TakKXe NPU3HaeTcs HapyLleHneM
[18], ciopa xe cnemyeT OTHECTUM M OTKa3s
BnacTten B nposeneHum aHanmsa AHK npeq-
rnosiaraemMoro MNoOKOWHOro oTua 3asiBUTENS
[19].

Cnenyet oTMETUTb, YTO NpaBo obcneay-
€emMoro nmua He 6bITb MHGOPMUPOBAHHBLIM O
pesynbraTtax UccnenoBaHus, 3aKpeneHHoe
B CcT. 10 Jeknapaumu, He NCNOJSIHAETCS, ECIN
OHO OCYLLECTBASNIOCh B MEANUMHCKUX UIN
Hay4yHbIX LEeNsx. Yka3aHHOe npaBuio He
NMPUMEHSETCH B OTHOLLUEHUN OAaHHbIX HEe0b-
paTMMO OTAENIEHHbIX OT MNOAAALLNXCSH
naeHTuduKaumum nuu, AN AaHHbIM, KOTO-
pble He BeayT K MOSy4EHUIO CBEAEHUNIA Y-
HOro xapakTtepa. Npunyem npaBo Ha 0Tka3 B
COOTBETCTBYIOLLMX Clydasix pacrnpocTpaHs-
I0OTCA M Ha WAEHTUDUUMPOBAHHbLIX POa-
CTBEHHWNKOB, MHTEPECHI KOTOPbIX MOIYT MO-
CTpanaTb B pe3ysbraTte NpoBeaeHns Takoro
nccnenoBaHus.

Mo MHEHMIO HEKOTOPbIX 3apyOEXHbIX aB-
TOPOB, YyKal3aHHble [eknapaTuBHble YyCTa-
HOBJIEHWNS NPEACTaBAATCA ANCKYCCUOHHbI-
MW BBMAY TOr0O, YTO C OJHO CTOPOHbI BO3-
BpaT MepPCOHNMUUMPOBAHHBIX CBEOAEHUNN
cnenyet cumtatb Hopmoi [20, c. 406-408], ¢
OPYroi CTOPOHbI, CBEAEHUS, MOJIYYEHHbIE C
MOMOLLbIO MOJIHOFEHOMHOI0 CEekBEeHMpOoBa-
HUS, MOMYT MCMNONb30BaTbCs U ANa dyHaa-
MEHTasIbHbIX Hay4YHbIX WCCefoBaHWiA, pe-
3ynbTaTbl KOTOPbIX MOFYT OblTb HE UHAMBU-
nyanbHO ngeHtnounumpyemeimu [21, c. 762-
769]. Kpome TOoro, H1 ons KOro He CekperT,
4YTO MCCNEeaOBaHUSA FreHETUYECKNX accouma-
UMiA He Bcerga NpOrHo3MpylT pasBuUTUE
TSXKOro 3aboneBaHusi, 4HTO CTaBUT Mo, CO-
MHeHne anddepeHUNPOBaHNE NOTYHEHHbIX

pe3ynbTaToB Ha HeraTUBHbIE N MO3UTUBHbIE.
Bes comHeHus, cneayeT Npu3HaTh TOT ¢akT,
4YTO MOCTOSIHHOE B3aMMOAENCTBME C y4HacT-
HMUKaMW WCCefoBaHNS MMEET OrpoOMHOEe
3HayYeHne Ans Toro, 4Tobbl NpuaHaBaTb W
yBaxatb uUx [0OpPOBOJILHOE cornacve Ha
NPOAOJIKEHNE WNW BbIXOA, M3 UCCnenoBa-
HUS.

OcobeHHOCTM aocTyna K reHeTUYeCcKUM
JaHHbIM 3akpernieHbl B cT. 13 Jeknapauum,
npu 3TOM yKa3blBaeTcsa Ha 0693aTefIbHOCTb
npenocTaBfieHns K COBCTBEHHbIM AaHHbLIM
3a MCKJIIOYEHMEM CiyyaeB, koraa aTu AaH-
Hble HeobpaTuUMO OTAeNleHbl OT COOTBET-
CTBYIOLLErO /MLa, KOTOPOE MOXeT ObiTb
NAEHTUDULNPOBAHO B KAYECTBE €ro NCToY-
HWKa, WK KOraa B COOTBETCTBUN C BHYTPEH-
HMM NpPaBOM OrpaHuyMBaeTcs MNoa00HbIN
[OCTYN B MHTepecax OXpaHbl 340P0Bbs Ha-
ceneHunsi, 0bLLEeCTBEHHOrO NopsiaKa Uan Ha-
LMOHaNbHOM 6e30MacHOCTY.

3awmTta KoHOUAEHUMANbHOCTU AaHHbIX
0 Nnue, CEMbE UM coumanbHOM rpynne, no-
JIYYEHHbIX C MOMOLLBIO MOJSIHOFEHOMHOIO
CEeKBEeHMpPOBaHWs, BO3/0XeHa Ha rocyaap-
CTBO, NpW 3TOM 3arnpeLlaeTcs packpbliBaTb
Takyto MHpopMaLmio TpeTbMM nuam, pabo-
ToOaTensiM, CTPaxoBblM KOMMaHUsAM, y4eb-
HbIM 3aBefEeHNsSIM N YfieHaM CeMbW, 3a UC-
KlOYEHNEM CJlyHaeB, CBSI3AHHbLIX C BaXKHbI-
MW 0OLLLECTBEHHBLIMU MHTEPECAMN, COOTBET-
CTBYIOLLMX BHYTPMIrOCYAAPCTBEHHOMY NpaBy
1N MeXyHapoaHbIM CTaHaapTam B o6nactu
3awmThl Npae yenoseka [22, ¢. 1170-1178].
OpHako ecnv reHeTnyeckme gaHHble cobpa-
Hbl 4719 HAYYHbIX LLeSIe, TO OHWN HE LOJIKHbI
OblTb CBSI3aHbl C JIMLOM, KOTOPbIA MOXeT
OblTb MAEHTUDULNPOBAH B KQ4eCTBE UX UC-
TOYHMKA, A0DKHbI OblTb MPUHSATLI MEPLI Npe-
[OCTOPOXHOCTU, NPENATCTBYOLME NX Orna-
LeHuno. JlaHHble MOryT OCTaBaTbCs HEOTAe-
JIEHHbIMW OT UCTOYHMKA, ECNUN 3TO HEOOXO-
OVMO OJ19 NpOBeAEeHNs NCCNeaoBaHNs Npu
YCNOBUN NX KOHOUAEHLNANBHOCTM N 3aLLn-
Thbl NpaBa 1A Ha YACTHYIO XM3Hb.

B cT. 15 yka3biBaloTCA Ha HEOOXOOVMBbIN
YPOBEHb JOCTOBEPHOCTU, ka4yecTsa N 6e30-
MacHOCTU TFeHeTMYEeCKMX OaHHbIX, cobpaH-
HbIX NPy 06cnenoBaHMM BUONOrMYECKNX 00-
pasuoB. B 4acTHOCTW, OHM HE MOIYT UCMOJb-
30BaThCA A4S LUEAM HEeCOBMECTMMOW C
NpeaBapuTeNlbHO MOJTYYEHHbIM COrlacmem
(cT. 17), nnu koraga B COOTBETCTBUM C HALMO-
HallbHbIM MNpPaBOM MpefnosaraemMoe Wc-
Nnonb30BaHNE COOTBETCTBYET BaXHbiM 00-
LLLECTBEHHBIM MHTEPECAM.

3aTparmeatoTcs B Aeknapauum n Bonpo-
Cbl XPaHEHUS, YHNYTOXEHNS 1 COomnocTasne-
HWS JaHHbIX. Tak, cornacHo cT. 20, rocyaap-
CTBa MOryT CO34aTb HALMOHA/bHbIE CUCTE-
Mbl MOHUTOPUHIA FEHETUYECKUX AaHHbIX Ye-
floBEKAa W ynpaBfieHUss UMK, WCMOJSb3ys
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MPUHLMMNbI HE3ABUCUMOCTN MHOrONPOodUsb-
HOCTW, MopanMamMa 1 TPaHCNapeHTHOCTW.
Takasi cuctema MOXeT PerynmpoBaTbCcs UC-
X051 N3 xapakTepa 1 Llenei Takux JaHHbIX.

CornacHo cT. 21 reHeTu4yeckne AaHHble
yenoseka 1 6uonornyeckme obpasubl, N3b-
ATble Y N0A403PEBAEMOr0 B XOe Yro/IOBHOIO
paccnenoBaHnsl, OOMKHbl  YHUHYTOXAaTbCS,
KaK TOJIbKO B HUX OTNagaeT HeobXxoauMOCTb,
a npenocTaBfieHNe TeHeTUYeCKMX AaHHbIX
yenoBeka B CyaebHO-MEAMLMHCKUX Lensix
N1 Ong uenen rpaxaaHckoro cyaonpouns-
BOACTBA BO3MOXHO TO/IbKO Ha TOT nepuoa,
KOTOPbI HEOBX0AUM AN 3TUX Uene, ecnm
MHOE He MNpeaycMOTPEeHO HauMoHaNbHbIM
3aKOHOAATENIbCTBOM, HE MPOTMBOPEYaLMM
MeXAyHapogHOMYy npaBy B obnactu npas
yenoseka. lMpu aTOoM, cnegyeT MNOMHWUTb,
4yTO, B CJly4ae BbIHECEHWS ornpaBaaTeslbHOro
npurosopa, oépasubl U MHDOPMaLMS O HUX
OOJKHbI ObITb TakXke ypaneHbl U3 Hauuo-
HaNbHOW 6a3bl AaHHbIX [23].

MNospHee, B okTa6pe 2005r., B ynpoLLeH-
HOM nopsiake 6bina NnpuHaTa Beceobuwas noe-
Knapaums o 6M0aTUKe U MnpaBax venoBeka
[24]., a 8 mapTa 2005r. yTBEpPXAEHA [dekna-
paumsa OOH o knoHnpoBaHun Yenoseka [25],
CcTaBsawas nog 3anpeT pPenpoaykTUBHOE
K/IOHMPOBaHME 4YenoBeka (co3gaHune Yeno-
BeYeckol ocobu), MeToabl UHXEHepun He
COBMECTUMbIE C YeN0oBeYeCkMM [OOCTOMH-
CTBOM, TMpenoTBpalleHne 3aKcnayataumm
XEHLLVH B NpoLiecce NpuMeHeHns brnonorn-
YecKnx Hayk.

M3 nOKYMEHTOB pervmoHasibHOro ypoBHS
cnepgyet Haseatb KOHBeHUMIO O 3awuTe
npae M OOCTOMHCTBA 4e/i0OBEKA B CBSA3U C
npUMeHeHneM OOCTUXEHN BMONOrnmn 1 me-
anumHbl (KoHBEHUMS O mpaBax yenoBeka u
ouomenuuyHe, OBbeno, 1997r) [26]. Hde-
Knapaums, 3a psaoM yTOYHeHMn, NoBTopuna
K/toYeBbIE NONOXeHUs Jeknapauum o reHo-
Me 4yenioBeka, Npu 3TOM ykasaB Ha TO, YTO

reHeTn4eckoe TECTUPOBAHNE MOXET NPOBO-
OUTbCS UCKTIOYNTENBHO B MEANLIMHCKUX Lie-
N§X, OTOENbHO YTOYHEH MEXaHU3M 3alLUnTbl
N1, He CNOCOOHbIX AaTh corflacue Ha Meau-
LIMHCKOE BMELUATENbCTBO, B TOM 4YMUCE Ha
M3bATUE OpraHa WK TKaHW, a Takxke NuL,
CTpajalowmx  MNCUXUYECKUM  PACCTPO-
cTBOM. 3arnpelleH BbIOOp nona 6yayliero
pebeHka, a Takke ycTaHoB/ieHa Heobxoam-
MOCTb Haanexawiein 3almuTtbl 3aMOpuroHa,
YCTAHOBJIEH 3aMpeT Ha Co34aHuMe 3Mbpuro-
HOB B 1ccnenoBaTenbekux uenax. OTmevas
3HAYMMOCTb AAHHOIO JOKYMEHTA ANS BbisIB-
JIEHNS1 OCHOBHbIX NPaBUSl XpaHEHUS, O0CTYy-
rna v 3aluTbl AaHHbIX MOHOreHOMHOr0 Cek-
BEHWPOBaHMWs, crneayeT ykasaTb, YTO €ro
JencTBme orpaHn4eHo Tepputopuen Espo-
nbl. NMosaHee copepxaHe KoHBEHLMN BbINO
OTKOPPEKTUPOBAHO DOMOJIHUTENbHBIMU
NpPOTOKOMaMN, KOTOPbIE Mbl PACCMOTPUM B
Cneaywmx 4acTax uccnegoBanus, ot: 12
aHBapsa 1998r.[27], 24 anBaps 2002r.[28],
25 anBaps 2005r. [29] n 27 Hos6psa 2008r.
[30],- B HUX Poccus yyacTtusa He NpUHUMAET.

Kak Buamm, paHo nnm no3gHo npobnemsbl
VMHTerpaumm n yHudukaumm HauoHabHOro
3aKOHOAATENbCTBA, HaMNpPaB/EHHOro Ha pe-
rynnpoBaHMe NpaBOOTHOLLIEHN B obnactu
XpaHeHus, OCTyna M 3almThl AaHHbIX NO-
HOFEHOMHOI0 CEKBEHMPOBAHUS MOTPEOYIOT
CcBOero paspelleHus. MNpuyem BpemMeHn Ha
MX NpuHATME OyAeT HEMHOMO C y4eTOM ak-
TUBHOMN NPaBOMNPYMEHUTENBHON MPaKTUKN
EBponenckoro cyna no npasam 4esioBeka.
MpencTaBnsieTcs HEOOXOAMMbIM B KpaTyaii-
LIne CpOoKM BblpaboTaTb YEeTKYO CTpaTeruio,
HamnpaBNeHHYI0 Ha paspeLLeHne Bonpoca o
TOM, UcnoJsib3oBaTtb N1 B Poccuiickon depe-
paumn 4Yepes MexaHuM3M MNpPUcoeamHeHns
pa3paboTaHHYIOKOHBEHLMOHANNbHYO — 6a3y
nnm chopmmpoBaTb COOCTBEHHbIN HOpMa-
TUBHbIA 610K B 9TOW 4aCTu C y4€TOM UMEID-
erocs 3apybexxHoro onbITa.
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