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MPABOBOE PETY/IMPOBAHUE
B UHOGOPMALMOHHOMN COEPE

N. M. Pacconos*,
C.T. YybykoBa**

BHyTpuoTpacneBble NpUHLMMbI
00pa6oTKK reHeTnyeckon MHpopmayun’

AHHOmMayusA. lMpuHyunsl mosasko hopmupyroujezocsa 3akoHodamesiscmaa 06 obpabomke ceHemuye-
CKoli UHGhopmMayuUu OMHOCAMCA K YUCY HehopManu308aHHbIX NPABOBbLIX AeseHUl. BbiseaeHue amux
npuHyunos — 3ada4a sceli Npasosoli HayKu U 0cobeHHO UHGOPMAYUOHHOR20 rpasa.

C no3uyuu UHGHOPMAUUOHHO20 NPAsA 8 CMAMbeE rnpedcmassieH Hoablll a8mMopcKuli No0xo0 K nocmpo-
eHUI cUCmeMbl MPUHYUNOS MNpasoeo20 peayAuposaHus eeHemuyeckoli UHghopmayuu, cpedu Komopbix
sbidesnieHbl: MPUHYUN omeemcmeeHHoCcmuU nepeod 6yo0yuumu NoKoAeHUAMU; NPUHYUMN c80600bl HAYYHbIX
uccnedosaHuli; NpUHYUN 3auUmel Yea08e4ecKko20 00CMOUHCMEd; MPUHYUN HENPUKOCHOBEHHOCMU
4acmHoU HU3HU.

3awuma eeHOMa HaNPasaeHa He MOsIbKO HA COXPAHEHUE HU3HU U 300p08bA KOHKPEMHO20 Yes08€eKa,
HO U Ha coxpaHeHue 2eHOMa e20 MoMoMKo8. IMo 1038079em PacCMampueames 2eHOM KK 00CMOosHUe
Yyesnnogeyecmea.

Cs0600a HayuHbIx uccnedosaHuli 8 obsacmu eeHemuku nodpasymesaem c8obo0dy usyyeHus 2eHe-
muueckoli uHghopmayuu, Ho He ce0b00y ee UCNob308aHUA. B omHoweHuUU Hay4YHbix uccnedosaHull
eeHemuyeckol uHgopmayuu npedcmasumerneli onpedesneHHol nonynayuu npedycmampusaemcs —
8 00MosIHEeHUe K UHOUBUOYA16HOMY coaadacuto Ha 06pabomKy makoli UHgpopmauuu — coanacue, 8bl-
paxceHHoe Yepe3 3aKOHHbIX npedcmasumerneli coomeemcmayouwux epyrnn uau Hapooos.
lMpoaHanu3upo8aHsl udeu paclWupeHHOo20 U OMKPbIMO20 Co27acus AUYa Ha 0bpabomky eeHemuyeckoli
UHGopmayuu.

CoenaH 861800 0 HEObX0OUMOCMU 3aKpPENAeHUS CUCMEMbI MPUHYUMNO8 Npasosozo peaynuposaHus 8 cpe-
pe 0bpabomku 2eHemuyecKol UHgopmayuu 8 crneyuansHom 3akoHe «O 2eHemuyeckol uHgopmayuu».

1

UccneposaHue BbiNoAHeHO Npu dunHaHcoBoOM noaaepke POPU B pamkax HayuyHoro npoekTa Ne 18-29-14033.

©

Kk

Pacconos . M., Yybykosa C. I, 2019

Pacconos Nnba Muxalinosuy, 4OKTOP HOPUAMYECKMX HAYK, U. 0. 3aBeaytowero kadeapon MHGoOpMaLMOHHOroO
npasa 1 undpoBbIX TEXHONOTNI IMOCKOBCKOIO rocyZ,[apCTBEHHOIO opuAnYecKoro yHusepcuteta umenm O.E. Ky-
TadpuHa (MrHOA)

imrassolov@msal.ru

125993, Poccus, r. Mocksa, yn. Cagosada-KygpuHckas, g. 9

Yybykosa CaemnaHa [eopauesHa, KAaHANAAT OPUANYECKUX HAYK, AOLEHT Kadenpbl MHGOPMaLMOHHOIO NpPaBsa
1 UMdpPOoBbIX TEXHONOTMIM MOCKOBCKOIO rocyAapCTBEHHOIO topuamyeckoro yHnsepcuteta umenn O.E. KytaduHa
(MTHOA)

sgchubukova@msal.ru

125993, Poccus, r. Mocksa, yn. Cagosaa-KygpuHckas, g. 9

AkTyanbHble npobnembl poccuiickoro npasa. 2019. N 5 (102) mait



Pacconos 1. M., Yybykosa C.T.
Brympuompacnessie npuyunsl 06pabomeku 2eHemuyeckol uHgopmayuu

Knrouessble cnosa: uHgpopmayus, uHgpopmayuoHHoe npaso, [1HK, 2eHemuyeckasa uHgpopmayus, nepco-
HasbHble OaHHbIe, UOeHMUGUKAYUSA AUYa, NPUHYUMbI MPasd, HernpuUKOCHO8EHHOCMb YaCMHOU HU3HU,
3auWuma Yenose4yecko2o 00CMouHCcmMaea, c8o600a Hay4YHbIX UCCe008aHUl.

DOI: 10.17803/1994-1471.2019.102.5.098-110

BBEJIEHMNE

MpaBo cTpoutca U GYHKUMOHUPYET Ha onpeae-
NeHHbIX MPUHLMMNAX, BbIPaKatoLmX ero CyLLHOCTb
1 CoLManbHOE Ha3HaYeHWe, OTParKatoLWMX INaBHble
cBolicTBa n ocobeHHocTn. CobatogeHne NpUHUM-
MOB MOXET C/IYKUTb MEPUIOM NMPABOBOrO U COLMU-
a/IbHOTO XapaKTepa rocyaapcrsa, 3PpeKTMBHOCTH
3aLLMTbI NMPAB U 3aKOHHbIX MHTEPECOB Ye/10BEKA
W rpakaaHuHa.

CnoBo «MPUHLMM» B NEPEBOAE C 1aTblHM O3Ha-
YaeT «OCHOBa», «NepBOHa4Yano». B aTo cBA3M nog,
NpPaBoOBbIMU MPUHLUMNAMM 060POTA reHeTUYECKOM
MHbOpPMaAUMM caedyeT ciMTaTb OCHOBOMOArato-
WwMe naen, KoTopble BblPayKatoT CYLLLHOCTb, OCHOB-
Hble CBOMCTBA M 06LLLYO HanpaB/IEHHOCTb coLUU-
aNbHOrO pPeryniMpoBaHua B uccnegyemon chepe.
B TeopummM NpaBa CyLLEeCTBYHOT pas/IMYHbIE NOAXOAbI
B OTHOLUEHUW MUccnesyemon Kateropnn. OCHOBHble
ONCKYCCUU CBOAATCA K TOMY, ABASAIOTCA 1N NPUH-
LUMMbl NPaBa TONbKO «PYKOBOAALLMMU UAEAMUY
M NO3TOMY A0CTaTOYHO BbIBECTM UX M3 CMbIC/IA
NpPaBoOBbIX HOPM UM OHU 06A3aTENbHO AOJIKHbI
6bITb eLe U 3aKpenseHbl B UCTOYHMKAX NpaBsa.
Mbl Hageemcs, 4YTo BblaeNeHHble U 060CHOBaH-
Hble HaMW MPUHLUKIMbI HAWAYT CBOE 3aKpensieHune
B byaywem nHGopMaLMOHHOM 3aKOHOAATENbCTBE.
B 1opmanyecKkon HayKe BblAenATCa pasinyHble
NPUHLMMNDbI: 06LLENpPaBOBbIe, MeXoTpaciesble,
oTpacnesble. BblAensaoT TaKKe U BHyTpMoTpac-
NieBble MPUHLMUNMbI, TO €CTb MPUHLUMNbI KOHKPET-
HbIX MHCTUTYTOB OTAENbHOM OTpac/au (Hanpumep,
WHCTUTYTa MHTEPHET-NPaBa, UHCTUTYTa MHPOPMa-
LUMOHHOW 6e3onacHOCTM 1 Ap.). UMeHHO aHanusy
BHYTPMOTPACNEBbIX MPUHLMUNOB MHCTUTYTA Npa-
BOBOrO peryinpoBaHua oTHoOLWeHU no obopoTy

reHeTU4ecko MHbopmMaumm NOCBALLEHO AaHHOe
nccnepoBaHue.

B HacToAWMN MOMEHT NPUHLMMBI TONbKO op-
MUPYIOLLEroca 3aKoHoAaTeNbCcTBa 06 0bpaboTke
reHeTU4YecKomn MHopmMaLUM OTHOCATCA K YMCny
HedOopMann3oBaHHbIX NPaBOBbIX ABAEHUN. Bbl-
AB/NIEHME ITUX MPUHLMMOB ABNAETCA aKTya/IbHOM
3aga4yeit MHGOPMaLMOHHOrO NpaBga.

Cuctema NPUHLMMNOB 3aKOHOAATENbCTBA 06
0b6paboTKe reHeTMYecKkor nHbopmaummn AomKHa
rapMOHMYHO COYeTaTb KaK 0b6LLenpaBoBble NMPUH-
LMMbl, Ha KOTOPbIX OCHOBAHa BCA CMCTEMA NpPaBa,
TaK U crneumasnbHble 0TpacaeBble NPUHLMMbI SaH-
HOro 3akoHogaTenbcTeal.

HecmoTps Ha To YTo 06LWenpaBoBble NPUHLM-
Mbl, TAKME KaK NPUHLMN COLMaNbHOM cnpaBeav-
BOCTU U coUManbHOM cBOOOAbI, MPUHLUMN PaBEH-
CTBa rpakaaH nepes 3aKoHOM, MPUHLMM e4MHCTBA
topMAMYECKMX NPaB U 06A3aHHOCTEN, OTBETCTBEH-
HOCTU M 3aKOHHOCTU, 3aLLMTbI YEI0BEYECKOTO A0-
CTOMHCTBA, B HacTosiLee Bpema nogpobHo onu-
CaHbl B lOpUAMYECKON NnTepatype®, B NpaBoOBOM
peryinpoBaHMmM OTHOLLIEHWUI Mo 06paboTKe reHe-
TMYeCcKon MHbopMaLMM OHWN HAaNOIHAIOTCA HOBbIM
coaeprkaHuem.

AHann3 NOKa3bIBaET, YTO FEHHaA UHXeHepus
HeceT 4/17 Ye/sloBeYeCcTBa OrPOMHbIE Mpenmy-
wecTtea. B paay 4oCcTUXKEHUI reHHOM UHXKeHe-
pun 1 BuomeanUMHbI CNELLNANNCTbI Ha3bIBALOT:
«KOHTPOAb Hag MHOEKLMOHHbIMKU 3ab60/1eBaHMUA-
MU Bnarogapsa No3HaHUIO baKTepuasibHbIX U BU-
PYCHbIX MOJIEKYNAPHbIX MEXaHM3MOB, KOHTPO/b
Hag reHeTUYecKMmn 3aboneBaHUAMMU, MOJIEKY-
NAPHYIO AMArHOCTUKY (MCMONb3YEMYIO HbIHE U B
YronoBHOM npouecce ana naeHTnoumrkaumm anbo
YCTaHOB/IEHWUSA OTLOBCTBA); BaKLMHALMIO, TEHHYIO

2 Cm., Hanpumep: Teopusa rocyaapctsa v npasa / nog pea. A. C. MuronkuHa. M. : fopogeu, 2003. C. 154,
3 Cm., Hanpumep: Mamysoe H. U., Manbkog A. B. Teopusl rocyaapcTea 1 npasa : y4ebHuK. M. : lOpucts, 2001.
C. 164—167 ; O6uias Teopua rocyaapcTsa 1 npasa : yuebHuK / nog pea. B. B. lasapesa. M. : KOpuctb, 2003.

C. 134—137.
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Tepanuio, XMMMUYECKY0 NPOoAYKLUMIO, B NEPBYIO
oyepenb NPoOU3BOACTBO 1IeKAPCTB, arpobuoTex-
HoNorMN»4,

Ho foCTUKEHWNS FeHHOW UHXKEeHEepUM MOTYT Mo-
BN€Yb U HenpeaBUaeHHbIE HeraTUBHbIE Nocies-
cTBUA.

Tak, cepbe3HbIM OnaceHnem, akTMBHO 06CyXK-
AaemMbIM B cpeAcTBax MaccoBon nHbopmaumu,
ABNAETCA Yyrpo3a Co34aHMA HauMOHaNbHOro (3T-
HWYEeCKOro) bMosiormyeckoro opyus. No MHeHUo
HEeKOTOPbIX UcceaoBaTenen, Hannuyme nHpopma-
LM 0 reHOMe YesIoBEeKa NO3BOIUT CO34aBaTb b1O-
JIOTMYECKoe OpY¥Kne, KOTOPOE MOMKET HE TOJIbKO
NPUYUHUTL 3HAYUTENbHbBIN Bpes, 340P0BblO, HO
M NPUBECTU K YHUUTOMKEHMIO JINLL, HA KOTOPbIX OHO
HanpasneHo. MNpu 3TOM NoABepPrHyTbCA HeraTMBHO-
MY BO34€EMCTBUIO MOXET HE TO/IbKO KOHKPETHbIN
YyesloBeK, HO U Le/ible HApPOAHOCTU, STHUYECKNE
06LWHOCTM 1 Haunn®.

MosTomy 0cobeHHO Ba*KHO co3aaHue Haase-
Kalllero NpaBoOBOro peryanposaHus, obecneynsa-
IOLLEro LEeHHbIN NON0OXKUTENbHbIN 3ddeKT npose-
OEHUA reHeTUYeCKNX UcciefoBaHu 1 06paboTKM
reHeTM4eckon MHbopMmaLMm U MUHUMUIUPYIOLWLETO
OMacHOCTH, BbITEKAOLWME U3 TAKMUX UCCIEA0BAHUN.

Bce 310 no3BosIAeT Ham cPopMyIMPOBaTbL OC-
HOBHble BHYTPUOTPAcC/eBble NPUHLMUMbI HOBOTO
MHCTUTYTa MHGOPMALLMOHHOIO NPaBa — MHCTUTYTA
NpaBOBOro PeryiMpoBaHNA OTHOLWIEHMI No obpa-
60TKe reHeTu4eckoi nHpopmaumm.

MPUHLUUN OTBETCTBEHHOCTU
MEPE] BYAYLWIUMU NOKOJIEHNAMU

Hu oamH npupoaHblii peHoMeH He Bbi3biBasa TAKOro
MHTEpeca M He coaeprKa Tak MHOTO 3aragok, Kak
Tema buonormyeckoit asontoLmnm®. ITot npobne-
MOW 3aHMMANUCh KpynHelwmne buonoru: Y. dap-
BUH, A. Yonnec, A. BelicmaH, P. duwep.

CornacHo AapBUHOBCKOW TEOPUMW, FNMaBHbIN
9BOJIOLMOHHbIN MEXAHM3M 3aKN04YaeTCA B Cle-
ayouwem: B bopbbe mexay reHeTuyeckm oboco-
61eHHbIMKM 0COBAMM 33 OrpaHUYEHHbIE pecypcbl
Hanbonee NPUCNOCOB/NEHHBIMWN K OKPYrKatoLen
cpene 6yayT Te M3 HUX, KTO BOCNPOM3BEAET Hau-
6obliee No YNCeHHOCTU NoToMcTBO. ChyyaliHble
MYTaLMM U3SMEHAIOT FreHbl, A3aBaA BO3MOXHOCTb
NOABNEHMUA HOBbIX TEHETUYECKNX KOMBUHaU U,
N B Ka*KAOM NOKONEHUMN eCTECTBEHHbIN 0T6OP MUC-
K/lloYaeT HammeHee npucnocobaeHHbIx ocobei,
COBEPLUEHCTBYA TEM CAMbIM MEXaHM3M MPUCHO-
cobneHHocTU. EcTecTBeHHbI 0TOOP Npegnonara-
€T CoONepHMYEeCTBO, KOTOPOE NOAPa3yMEBAET, UTO
CUNbHENLNIA JO/IKEH BbIXKUTb, a cnabennia, co-
OTBETCTBEHHO, NOrMOHYTb.

Tak, reHeTUYecKas MHPOPMALMA B XPOMOCOMAX
3anucaHa B BUAe NMHEeNHOW Nocnen0BaTeIbHOCTH
A30TUCTbIX OCHOBAHMM YeTbIPEX BUAOB B MOJIEKY-
nax AHK. Kpome Toro, cywecTsyeT NnpmMBA3Ka Tex
WAN UHbIX CBOMCTB opraHmM3ama (dpeHotuna) K onpe-
AeNleHHbIM y4acTKam nocnegosatenbHocTn HK.
Takum obpasom, mogenmposaHue reHoma c no-
MOLLbHO KOMBUMHUPOBAHMA PA3/IMYHbBIX Y4aCTKOB
UMeeT peasibHble buonormyeckme o60cHoBaHMA.

B Hayane XXI B. Hayanucb LeneHanpasaeHHbIe
nccnenoBaHMA reHoOMa YesloBeKa, KoTopble NO3BO-
NAT B Byayliem co3aaTth «KapTy reHoB» — nogobHo
peanbHOM reorpadpuyeckot Kapte mmpa. B 1928 .
reHoreorpaduo Kak oTaenbHoOe NOHATME BNepBble
BBE/1 B HAYKY COBETCKMI rEHETUK, aKageMmK Anek-
caHap Cepreesny CepebpoBckuin’. Kak nssecTtHo,
MMEHHO M13-33 HacleACcTBEeHHbIX ocobeHHocTeln
6bIBalOT CUTYaLUN, KOrAa NPU OAHON N TOM e
naTos0rMm ogHOMY IeKapCTBO NOMOraeT, a Apy-
romy — HeT. B ckopom byayLuem yyeHble naaHmpy-
tOT, B/IMAA Ha FeHbl, CO34aTb METOAbl ANATHOCTUKM
N NeYeHUns, UHANBMAYaNbHbIE ANA KaXK40ro Yeno-
BEKA, a TAKXKe MONYYUTb KAHOY K IeYEHUIO Hacnes-
CTBEHHbIX 60Ne3HeN.

4 Michalska A., Twardowcki T. Prawo czlowieka do integralnosci genetycznej // Paristwo i Prawo. 1999. Ne 5.

C.32—48.

5 Bnadumupos B. I0., lopbynuHckasa U. H., Kybumosuuy C. H. K Bonpocy o 6e3onacHoCTV reHOMHOW MHpopMa-
UK // MexamcumnamHapHbIi HayyYHbI U NPUKAaAHOMN KypHan «bruocdepa». 2018. T. 10. Ne 1. C. 42—47.

& Cm., Hanpumep: Kutschera U., Niklas K. J. The modern theory of biological evolution: an expanded synthesis //
Naturwissenschaften. 2004. Vol. 91. Ne 6. Pp. 255—276 ; Orr H. The genetic theory of adaptation: a brief history //
Nat. Rev. Genet. 2005. T. 6. N2 2. C. 119—27 ; /lusuo M. OT lapBuHa Ao dnHwTenHa. M. : ACT, 2015. 425 c.
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CerofHA reHeTUYECKME NCCNef0BaHMA He orpa-
HMYMBAOTCA TONBbKO MEAULNHCKMMM acnekTamm
KOHKPETHOro YenoBeKa. HayKka reHeTuKa nsyyaet
reHeTUYECKY0 N3MEHUYNBOCTL Lie/biX NONYAALUNA,
nossosfeT naeHTMdULMpoBaTb NOAFPYNNbl BHY-
TpY NONYAALMN U ONpPenennTb COOTBETCTBUE ITUX
MOAFPYNN KOHKPETHbIM reorpadpuyeckmm TeppuTo-
puam. B utore Bce nepenosble MeTOAbl MeAULMHbI
B 6yayluem byayT onnmpaTtbcsa Ha KapTy reHoma®.

C yBEPEHHOCTbIO MOXHO KOHCTAaTUPOBaTb, YTO
3aWMTa reHoOMa Hanpas/ieHa He TO/IbKO Ha coxpa-
HEHWeE }KU3HU U 340POBbA KOHKPETHOTO Ye/I0BEKa,
HO M Ha COXpPaHeHWe reHOMa ero NOTOMKOB. ITn
Hay4yHble AOCTUXKEHMA onpeaenatoT byayluee Bcero
Yeno0BEYECTBA U AaXKe BO3MOXKHOCTb ro BbIXKUBa-
HuA. Bce 3TO NO3BONAET PaCcCMATPUBATL FEHOM KaK
O0CTOsIHWE YesloBeYyecTBa.

Mpu 3TOM 04EBUAHO, YTO UHTEPECHI BYAYLLINX
NMOKOMIEHWUIM N UX BO3MOXHOCTU CYyTb OTOBpaXkeHue
NHTEPECOB M BO3MOXKHOCTEN HbIHELLHErO NOKO/e-
HWA, a peannsaumsa nocaeaHUm npasa Ha 0b6paboT-
Ky reHeTn4eckoin nHbopmaummn, HakonaeHue, obe-
cneyeHue AOCTOBEPHOCTU U COXpaHeHue nHdop-
MaLMOHHbIX pecypcoB obecneymBaloT dyayLmm
NMOKONIEHNAM BO3MOMKHOCTb XUTb M Pa3BMBaTbCA.

MmeHHO NosToMy B TEOPMM NpaBa CyLLecTBy-
eT TeHAEHUMA K paclinMpeHunto Kpyra cybbeKkTos
npaea, U pAL aBTOPOB BblAENAOT TAaKOM BUA, KaK
OyayLime NoKoNEeHUA.

OTMeTUM, YTO UCCNeAOBAHME JAHHOTO NPaBo-
BOro ¢eHoMeHa OCyLLEeCTBAAETCA NPEUMYLLECTBEH-
HO crneyManncTamm B 061acTn KOHCTUTYLLMOHHOTO
npasa®. 310 0bycN0BNEHO TEM, YTO U3yYaemas Ka-
TeropuA 3aKkpenaeHa B KoHctutyuum PO 1 notomy
ABNAETCA O4HUM U3 OOBEKTOB HayKM KOHCTUTYLLU-
OHHoro npaBsa. MoHATne «byayLine NOKONEeHUA» CO-
Aepxutca B npeambyne KoHctutyumm PO u ncnonb-

3YeTca B KOHTEKCTE OnpeaeneHuns OTBEeTCTBEHHOCTU
Hapopaa Poccuitckoin Pegepaunm 3a ceoto PogmHy.

Byaywme NoKoneHUss U UX MHTepechbl BXO-
AAT B chepy npaBoBbIX LieHHocTel. [ocnegHue
OOJIKHbI PaCCMaTPMBATLCA B PaMKax KOHLENLUN
OTBETCTBEHHOCTM Nepes, byayLummMmmn NnokoneHns-
MU B KayecTBe KOHCTUTYLMOHHO-NPaBOBOIro UM-
nepaTMBa peryinpoBaHuA peanms3aunmn npasa Ha
06paboTKy reHeTn4YecKoin MHpopmMmaLmn N OTHO-
LWEeHWI, cKnaabiBarowWmMxcsa B 06/1acTn ee oxpaHbl
1 PaLMOHabHOro UCNob30BaHMA. Mpy 3TOM AaH-
HbIA UMMNEepPaTMB A0/IKEH OblTb YETKO 0603HaUYeH
B HOPMATUBHbIX aKTax M BbICTYNaTb KpUTEPUEM 3a-
KOHOTBOPYECKON M SKOHOMUYECKOM AEATENBHOCTU
YyenoBeKa, CBA3aHHOM ¢ 06paboTKO reHeTUYecKom
MHbOpPMaLMK, a TaKKe NPaBONPUMEHUTE/IbHOM
NPaKTUKK.

NPUHLMN CBOBOABI HAYYHbIX UCCENOBAHUM

B cootBeTcTtBMM C N. 3 cT. 15 MexayHapoaHoro
NnakTa 06 3KOHOMUYECKUX, COLMANBbHbIX N KyNb-
TYPHbIX NpaBax rocyaapcrea 06A3yr0TCA yBaXKaTb
cBobogay, 6e3yc/sIoBHO HEOBX0AMMYIO A1 Hay4YHbIX
nccneaoBaHWU U TBOPYECKOM AeATEeNIbHOCTU.

MoaTteeprKaeHMem cBoboabl Hay4YHbIX UCCNeno-
BaHWI B KayecTBe 6a30BOro rpa*kAaaHcKoro u no-
AnTun4yecKkoro npasa ctana [eknapauma | Mexay-
HapoAHOro KoHrpecca 3a cBoboay Hay4HbIX Uccae-
[oBaHnn™®,

KoHcTtutyums Poccuiickon eagepaumnm m KoH-
CTUTYLMM BONbLUIMHCTBA PA3BUTbIX CTPaH rapaH-
TUPYIOT cBOBOAY TBOPYECTBA, HAYKM N HAaYYHbIX
nccnenoBaHun.

KoHctuTtyumen Poccuiickoin deaepaumm onpe-
AeNeHo, YTO KaXkaoMy rapaHTUpyeTca csoboaa Ha-

Cepebposckuli A. C. leHeTu4eckuit aHanms. M. : HayKa, 1970. 342 c.
XayampsaH H. K. icnonb3oBaHWe COBPEMEHHbIX TEHETUYECKUX METOLOB B MeAMULMHE, B IKCNEPTHO-KPUMUHA-

JINCTMYECKOW NPaKTUKe 1 B ApYyrmMx obaactax aeatenbHoOCTV yenoseka // BectHuk PAY. 2014. Ne 1. C. 94—100.

3opbKuH B. []. Npasosoe 6yayuiee Poccuu // MypHan poccuiickoro npasa. 2011. Ne 10. C. 7—16 ; YmHosa Y. A.

CoBpeMeHHble KOHLUENUUM Npas YenoBeKa B MeXKAyHapoAHO-NPaBOBOM U KOHCTUTYLMOHHOM 13mepeHusx //
OmbyacmeH. 2012. Ne 2. C. 5—11 ; Yynuukoea E. B. KOHCTUTYLMOHHO-NPaBOBOE peryiMpoBaHune npasa Ha b6na-

FOMPUATHYIO OKPYKaIOLLYH CPpeay: NPUHLMM OTBETCTBEHHOCTU nepes byaywmnmmn nokoneHuamm // Poccuinckui

ropuanyecknin }kypHan. 2015. Ne 2 (101). C. 48—54.

10 Declaration of the World Congress for Freedom of Scientific Research, Rome, Febr. 16—18, 2006 // URL: https://
ieet.org/index.php/IEET2/ more/ romedeclaration2006 (gata o6pauieHma: 10.12.2018).
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y4HoOro TBopuecTsa (4. 1 cT. 44). PackpbiBaa AaH-
HYIO KOHCTUTYLMOHHYIO HOpMy-NpuHuun, deae-
panbHbIM 3aKoH OT 23.08.1996 Ne 127-93 «O Hayke
W rocyaapCcTBEHHOM HayYHO-TEXHUYECKOM NOAUTK-
Ke»! npeagycmaTpuBaerT, UTo opraHbl FOCy/apCTBEH-
HoM Bnactu Poccuiickon Peagepaumnm rapaHTUpPyOT
cybbeKTam Hay4yHoW M (M1K) Hay4yHO-TEXHUYECKOM
AeaTtenbHOCTN cBoboAy TBOpPYECTBA, NPeaoCcTaB-
1AA UM NpaBo BblbOpa HanpaBaeHU U MeTo40B
NpoBeAeHMA HayYyHbIX UCCeA0BaHUI U SKCNepu-
MeHTaNbHbIX pa3paboTok (n. 2 cT. 3), Npu 3TOM
ynpasieHne HayyHoW U (UKN) HayYHO-TEXHUYe-
CKOM AeATeNbHOCTbIO AO/IKHO OCYLLEeCTBAATLCA
B Npezenax, He HapyLarLwmx cBoboay Hay4yHoro
TBOpYecTBa (n. 3 cT. 7).

CopeprkaHue paccMmaTpMBaemMoro npuHuuna
ABNAETCA Ype3BblYaMHO MHOroobpasHbiM. Heko-
TOpbl€e yYeHble CYMTAIOT, YTO OHO BKIOYAET B cebn
«NpaBo BbibOpa HanpaBAeHU NCCea0BaHUN, X
METOZO0B, a TaK}Ke CaMy BO3MOXKHOCTb NPOBOAUTb
nccnenoBaHnsa U cBOBOAHO pacnopsaXKaTbCaA UX pe-
3ynbTaTamm» 2,

OfHakKo cnefnyeT OTMETUTb, YTO, TOBOPS O CBO-
604e Hay4HbIX UCCNefoBaHM B 061aCTU TEHETUKM,
Mbl FOBOPUM 0 c80600€ U3yYeHUs reHETUYECKOM
MHbOpPMaLMK, HO He 0 ceobode ee LUCMOo1b308AHUA.

Jiobble cBo6OAbI MMEIOT OFPaHUYEHUNA B C1Y-
Yanx, Korga OHM MPOTUBOPEYAT OCHOBHbLIM NPaBam
yesioBeKa M MOTYT MPUBECTU K ANCKPUMMHALNN MO
reHeTMYeCKMM NPU3HaKam.

Kpome Toro, nogobHan ob6paboTKa reHeTuyYe-
CKOM MHPOPMaLIMN BO3MOXKHA TO/IbKO Koraa /itloam
MOTYT NOJIYYUTb OT Hee NPAMYIO Bbirogy 4SS CBoe-
ro 61aronony4mnsa Uan 340P0oBbA.

Hanpumep, 8 2012 r. HaunmoHanbHbIA UHCTUTYT
3/1paBOOXPaHEHNS U MeANUMHCKMX NccenoBa-
HUI dpaHumm (Institut national de la santé et de
la recherche médicale, INSERM) o6paTtuncs B Ha-
LMOHAMbHYIO KOMUCCUIO NO 06paboTKe AaHHbIX
1 rpaxkaaHcknum ceoboaam (Commission Nationale

11 C3 Pd. 1996. Ne 35. Cr. 4137.
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de I’ Informatique et des Libertes, CNIL) ¢ npocb-
6011 4aTb paspelleHne Ha reHeTUYECKOe N3yUYeHne
apMsIHCKoro HaceneHua®. Monyuns noaaepKKy He-
CKONbKUX apMAHCKMX acCOLMaLLMM, 3TOT UHCTUTYT
XOTen NpoBecTu gemorpaduyeckoe nccnesosaHue
HacefeHUA, B KOTOPOM MPUHANN y4acTUE OKONO
500 yenosek, KOTOpble ABAAIOTCA NpeacTaBuTe-
NAMMW BCEX UCTOPUYECKUX aPMAHCKUX NOCENEHUN.
UccnepoBaHme gonXKHO Bbl10 yYnTbiBaTh 60/1b-
LLIOEe KO/IMYECTBO reHeTuyecknx mapkepos (600 000
MapKepoB Ha YesloBeKa), pacnpeseneHHbIx No Bece-
My FeHOoMmyY.

Llenn nccnepoBaHMA 3aKA04YANNCL B TOM,
YTOObI /yYLle NOHATb UCTOPULIO U UCTOPUYECKUN
BO3pacT HaceneHnAa ApmeHunun. B KoHe4yHOM ntore
TaKKe Obl/10 NpeasoXKeHo NPoBecTn naeHTUGKU-
KaLWIO reHOB, OTBETCTBEHHbIX 33 ONpeAeneHHble
reHeTMyeckume 3aboseBaHuA y 3ToM nonynaummn.

9T0 nccnepgoBaHme H6bINO CAHKLMOHUPOBAHO
C Y4E€TOM €ro YMCTO TEOPETMUYECKOWM LLeNN C rapaH-
TUEel He UCNONb30BaTb €ro Pe3y/bTaTbl NPUMEHMU-
TENIbHO K KOHKPETHbIM FpayKgaHam.

[Nna TakmMx nccnenoBaTeNbCKUX NPOEKTOB BO
Bceobuien aeknapaumm no 6Mo3TUKe M NpaBam ye-
noseka ot 19 oktabpa 2005 r.1* npeaycmatpusaeTcs
(B mONONHEHME K MHANBUAYANbHOMY COMIacUIo Ha
06paboTKy Takol uHdopmMmaLMm) cornacue, Bbipa-
YKEHHOEe Yepes 3aKOHHbIX NPeACTaBUTENEN COOTBET-
CTBYIOLLMX FPYNM UAW HAPOAOB, T.€. 3aKpenaeHHoe
B Pa3/INYHbIX NPABOBbIX aKTax. Kpome Toro, Hacene-
HUe A0MKHO BbITb NPOMHPOPMMPOBAHO O AOCTUT-
HyTOM 0bLleM pesynbTaTe UccaeaoBaHUMn.

SAWUTA YEJTOBEYECKOTO AOCTOUHCTBA

JOCTOMHCTBO IMYHOCTU CEroaHA paccMaTpuBaeTca
KaK 3TMYecKoe, CoLnanbLHoe 1 NPaBoBoe AB/EeHMe.

CornacHo Bceobuieit geknapaumm KOHECKO
0 reHoMe Ye/l0BeKa W NpaBax YenoBeKa, MPUHATOM

LLlyeypos M. B. MexayHapoaHO-NpaBoBOM NPUHLMM HayYHbIX UCCAeA0BaHUI M rnobannsaumm Hay4yHO-TeXHO-

noruyeckoro nporpecca // Poccuiickas roctmumsa. 2012, Ne 2. C. 17—21.

13 CNIL, Délibération Ne 2012-390 du 8 novembre 2012.
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Bceobuian aeknapauma o 61o3TMKe 1 Npasax Yenoseka. MNpuHaTa pesontoumeit fleHepanbHOW KoHdepeHuun

FOHECKO no goknaay Komuccuum Il Ha 18-m nneHapHom 3aceaaHum 19 oktabpa 2005 r. // URL: http://www.
un.org/ru/documents/decl_conv/declarations/bioethics_and_hr.shtml (aata o6paiierma: 15.12.2018).
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leHepanbHoM KoHbepeHumen KOHECKO 11 Hoabps
1997 r., npM3HaHWe 332 YeNNOBEKOM AOCTOMHCTBA
npeanonaraeT yBaKeHMe ero YHMKaIbHOCTM U He-
NOBTOPUMOCTUY. [eHOM YeN0BEKa NIeXKUT B OCHOBE
W3HaYa/ibHOMN 0B HOCTU BCEX NpeacTaBUTeNnen ve-
JIOBEYECKOro PoAa, a TaK:Ke NPU3HaHMA UX HEOTb-
eM/1eMoro A0CTOMHCTBA M pa3Hoobpasuns (cT. 1).
KaxKapblh YenoBek MMeeT NPaBo Ha YBaXKeHue ero
[OCTOMHCTBA U ero npas, BHE 3aBUCUMOCTU OT ero
reHeTUYECKUX XapaKTepUCTUK. Takoe AOCTOMHCTBO
HEenpenoXHOo 03Ha4YaeT, YTo INYHOCTb Ye/IoBEKa He
MOMKET CBOAUTLCA K er0 reHeTUYECKUM XapaKTepu-
CTUKam 1 TpebyeT yBaXKeHUA ero yHMKaabHOCTH
N HEMOBTOPMMOCTM (CT. 2).

MexayHapoaHas AeKnapauus o reHeTUYecKux
OaHHbIX YesioBeKa, NpuHATanA leHepanbHOM KOHbe-
peHunei KOHECKO 16 oktabpa 2003 r., npusHaeT
0CODObIl CTATYC reHeTUYECKMX AaHHbIX YEN0BEKa,
3aK04YalWKUNCa B UX KOHPUAEHUNANBHOM Xa-
paKTepe, NOCKONbKY OHWU MO3BOASAIOT MPOrHO3Mpo-
BaTb reHETUYECKYIO NPepacno/oXKeHHOCTb TOro
WU UHOTO N1LA, U TO, YTO NOC/NeACTBUA TaKOro
NPOrHo3MpoBaHNA MOTYT OKasaTbCcA ropasao 6o-
Nlee cepbesHbIMK, YeM NpeanonaraeTcs B MOMEHT
nony4yeHus gaHHbix. Coop, 06paboTKa, Mcnosb3o-
BaHME N XpPaHeHMe reHeTUUYECKUX AaHHbIX Yeno-
BEeKa NOTEHLMaIbHO YpeBaTbl ONacHOCTAMU ANA
OCYyLLEeCTB/IEHUA M coBAOAeHMNA NPaB YenoBekKa
N OCHOBHbIX CBO6OA, N yBaXKeHMA YenoBeYecKko-
ro 4OCTOMHCTBA. [leknapaumnsa oTMevaeT, UTo UH-
Tepecbl U bnaronony4ymne oTAENbHOrO YesioBeKa
npesanupyloT Hajg NpaBamu U MHTepecamu ob-
LLecTBa U HayYHbIMKU UCCNEeA0BaHMAMM, U BHOBb
noATBepXAaeT NPUHLKUNbI, CPOPMYIMPOBaAHHbIE
BO Bceobuel geknapaynm o reHome 4YesioBeKa
M npaBax YenoBeKa, U NPUHLUNbI PaBEHCTBA,
cnpaBea/INBOCTU, COINAAPHOCTU MU OTBETCTBEH-
HOCTMW, a TaK¥Ke MNPUHLINNbI YBaXKeHUA Yenoseye-
CKOro AO0CTOMHCTBA, NPaB YeN0BeKa N OCHOBHbIX
cBoboa, ocobeHHO cBOBOAbI MbiCAN U cBOBOAbI
BblPa*KeHMA MHEHUSA, BKOYasa cBO6oY HayUHbIX
nccnenoBaHUIA, a TakyKe NpaBa Ha YaCTHYIO KU3Hb

15

1 6e30MacHOCTb YeI0BEKA, KOTOPbIe AO/MXKHbI Ne-
»aTb B OCHOBe AeATe/IbHOCTM No cbopy, 0bpaboT-
Ke, UCNO/Ib30BAHUIO N XPAHEHUIO FreHETUYECKUX
OaHHbIX YeNOoBeKa.

Komntetom muHuctpos Coseta Esponbl 19
ceHTAbpAa 1996 r. 6bi1a npuHATa KoHBEeHUUA
0 3allKUTe NpaB Ye0BEKa U YesloBEeYeCcKoro 4o-
CTOMHCTBA B CBA3M C NPMMeEHeHnem bnonornm
M meauumHbl (KOHBEHUMA O NpaBax YyenoBekKa
n buomeanumHe ETS No 164)6, KoHBeHLMA 3a-
npewaet A0byo popmy AUCKPUMMUHALMUN B OT-
HOLWEHMM NNLLA NO NPU3HAKY ero reHeTUYyecKo-
ro Hacnegus (ct. 11), a TaKkKke onpeaensaeT, YTo
NPOrHOCTMYECKOEe TECTUPOBAHME HA Ha/lnYMe re-
HeTMYecKoro 3aboneBaHUA AN HA HaNYMe Te-
HeTUYEeCKOW NPeapacrnosioKeHHOCTU K TOMY UK
MHOMY 3a60/71€BaHMIO MOTYT MPOBOAUTLCS TONBKO
B MEANLMHCKUX LENAX UNWN B LLEeNsSX MeANUNHCKOM
HayKM1 U NPU YCAO0BUUN HAA/IEMKALLLEN KOHCYNbTAL MK
crneuunanucta-reHeTuka (ct. 12). O6sa3aTenbHbim
YCNOBMEM NPOBEAEHUSA TaKOTO TECTUPOBAHUA AB-
naetca Hanmume cBob6OAHOrO U CO3HATE/IbHOTO
cornacusa (ct. 5).

C NpaBOBOW TOYKMU 3PEHUSA LOCTOMHCTBO YeNo-
BEKa — 3TO [/1TaBHENLWNIA KOHCTUTYLIMOHHbIN NPUH-
LMN 1 OCHOBHasA LLEHHOCTb AEMOKPATUYECKOTO MNo-
paaka®’.

CornacHo cT. 21 KoHctutyummn P® nocTonHcTBo
JINYHOCTU OXpaHAeTca rocygapcTsom. HMUYTo He
MOMeT BbITb OCHOBaHMEM g5 ero ymaneHus. Hu-
KTO He [lo/IKEeH NoAaBepraTbCs MbiITKaM, HAaCKUUIO,
OPYTroMy »KeCTOKOMY MW YHUMKAloLWeMy YenoBe-
YyecKoe LOCTOMHCTBO 06PALLEHNIO UM HAKA3aHUIO
N He moxeT bbITb 6e3 406POBOILHOIO corlacua
NoABEPrHYT MeANUNHCKMM, HayYHbIM WA UHbBIM
onbITam.

ObecneyeHne JOCTOMHCTBA JIMYHOCTU Npea-
nonaraet, YTO IMYHOCTb B €€ B3aMMOOTHOLLEHUAX
C rocy4apcTBOM BbICTYMNAET He Kak 0O6beKT rocy-
[APCTBEHHOM AeATe/IbHOCTH, a Kak PaBHOMPaBHbIN
CYObEeKT, KOTOPbI MOMKET 3alMLLAaTb CBOM NpaBa
BCEMMW He 3anpeLeHHbIMW 3aKOHOM criocobamu

Bceobuan geknapaumna o reHome YesioBeKa M npaBax Yyenoseka. MNpuHata 11 Hoabpa 1997 r. [eHepanbHOM

KoHdepeHumein KOHECKO // URL: http://www.un.org/ru/documents/decl_conv/declarations/human_genome

(naTa obpaleHma: 15.12.2018).

1 URL: http://docs.cntd.ru/document/901808464 (nata obpalueHus: 15.12.2018).
17" Die Entscheidungen des Bundesverfassungsgerichts (BVerfGE) 102, 370(389).
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MPABOBOE PETYNIMPOBAHWE B UHOOPMALMOHHON COEPE

M CNOPUTb C FOCYAaPCTBOM B nLEe NtobbIX ero op-
raHos®.

KoHBeHLMA 0 3aWmTe NpaB Yesl0BEKa M Yeno-
BEYECKOro AOCTOMHCTBA B CBA3W C NPUMEHEHMEM
6unonorum n meguuUMHbI, Kak U Bceobulana aekna-
paumna OOH o reHome Yenoseka M O NpasBax ve-
IOBEKa, OPMEHTUPYET rocyaapcTBa Ha NPUHATUE
HALLMOHANbHbIX MEpP MO HeAOMNYLLEHMIO MPAKTUKN
KNOHMPOBaHMA KaK NPOTUBOpeEYaLLEl YenoBeye-
CKOMY [OCTOMHCTBY. B HacToAwee Bpema NpUHAT
pPAL MeXAYHAPOAHbIX 4OKYMEHTOB MNPOTUB KO-
HWPOBaHMA YeNOBEKa B LeNAX BOCNPOU3BOACTBA.

Tak, pe3ontoumm BcemupHon opraHmsaumm
3apaBooxpaHeHns 51.10 06 3TUYECKMX HayYHbIX
M COLMANBbHBIX NOCNEACTBUAX KNOHUPOBAHUA ANA
340p0OBbA YesoBeKa oT 16 maa 1998 r. u 50.37
0 K/IOHMPOBAHMM YeI0BEKA B LLENAX BOCNPOU3BOA-
cTtBa oT 14 maa 1997 r. noaTBEpKAALOT, UTO KNO-
HUpOBaHWe ANA pennKauum (BocnpomssoacTea)
YeN0BEYECKUX CYLLECTB ABNAETCA HEAOMYCTUMbIM
C 3TUYECKOWN TOUYKM 3PEHUA U NPOTUBOPEUNT NPUH-
LMNam 4YenoBeYECKOro AOCTOMHCTBA U LEeNOCTHO-
cTwn.

Ewe oaHa aKTUBHO obcyXKaaemana Hay4yHoM
obLecTBeHHOCTbIO Npobema —UCNOb30BaHUE
pe3y/nbTaTOB FreHETUYECKMX TECTOB B TPYA0BbIX
oTHoweHuAx. Mpn npueme Ha paboTy c onpeae-
NeHHbIMM YCIOBUAMM TPyAa (Hanpumep, BpeaHoe
NPOW3BOACTBO) B PaMKax KOHKYPCHOro 0T6opa KaH-
ANOATOB reHeTMYecKan MHOPMALLMA MOXKET NOCNY-
KWUTb OCHOBaHMEM /18 OTKa3a AnLy B NpMeme Ha
paboTy, ec/iv OHO C 60/bLLON BEPOATHOCTHIO MOXKET
noagepraTbCca PUCKy pa3BuTUA 3aboneBaHus.

B mapTte 1989 r. EBponeickuii napaameHT
NPUHAN PE30AIOLLMIO NO STUYECKMM U NPABOBbIM
npobaemam reHeTUYeCKUX nccneaoBaHui, B Ko-
TOpOI ocy»Kaasca oTbop paboTHUKOB Ha reHeTu-
YeCKOWM OCHOBE: KaHAUAATbI AONKHbI UMETb Npa-
BO OTKA3aTbCA OT 3TUX TeCcToB 6€3 BO3HUKHOBEHMA
HeraTMBHbIX MOCNEACTBUI TaKOro oTKasa. OgHako
BNOC/1eACTBUM, YTOObI n3berkaTb NpeanoyYTeHUs
paboTogatens npu Bbibope mexay paboTHUKOM,
KOTOpbI cornacuaca NnpeaocTaBUTb reHeTUYecKui

18

1995. Ne 2/3.

aHanus, n paboTHMKOM, KOTOPbIN OTKa3asica, OKa-
3a/10Cb HeobXxoaMMbIM NPUHATL Bonee paguKab-
Hble Mepbl 1 3anpeTuUTb N0b60I aHaNn3 reHoma
B KOHTEKCTE TPYA0BbIX OTHOLIEHWNI®,

3a pybexxom paboTtogatenn MHOr4A UCMOb3YIOT
reHeTUYecKne AaHHble CBOUX COTPYAHMKOB ABYMSA
cnocobamm.

Bo-nepBbiX, reHETUYECKUIA CKPUHWUHT Hanpas-
JleH Ha BblABAEHWNE, C YYETOM FreHEeTUYECKOro Ha-
c/leoBaHUA IMYHOCTU, ero cnabocTeit B OTHOLLIe-
HUM KOHKPETHOM PaboTbl. ITOT METoA, MOXKET bbITb
MCMob30BaH B0 AN BbISBNEHWA TOTO, YTO OAMH
yesioBeK byaet bonee YyBCTBUTE/IEH, YEM APYIOW,
K KOHKpEeTHOM cpeae (Hanpumep, B XMMUUYECKOMN
NPOMbILLAEHHOCTH), NMBO ANA BbIABAEHUA cNabbix
CTOPOH FreHeTUYeCcKoro Hac/eacTBa YesoBeka (Ha-
npumep, NPeAPacrnoioKeHHOCTb K afKOromMsmy
unn genpeccum), 06a3aTesIbHO CBA3aHHbIX C NPO-
deccrmoHanbHOM cpenoit, TO eCcTb C KOHTAaKTOM
B npouecce paboTbl C KOHKPETHbIMM BELLECTBAMM.
Llenblo TaKoro reHeTUYeCcKoro MOHUTOPUHIa fAB-
NfAeTca oueHKa Bo3aencTama npodeccnoHanbHoOM
cpeabl Ha reHeTMYecKoe Haclegme Yyenoseka. IToT
NoAXoZ BKAKOYAET NepuoanYecKme NpoBepKu, YTo-
Obl onpeaennTb, USMEHAETCS 1M TEHETUYECKUN
$OH COTPYAHMKA CO BPEMEHEM M3-32 TOKCUYHbIX
BELLEeCcTB, BO34ENCTBUIO KOTOPbLIX OH NoaBepraeT-
CA B pamKax cBoelt npodeccMoHabHOMN aeATenb-
HOCTH.

M3yums npobnemy, CoseT EBponbl cuen, 4to
yBOJIbHEHUWE Ye/loBEeKa Nof Npeasiorom Toro, Yto
OH CMOXKeT 3aboneTb B byayLiem, byaeT MopanbHO
OLWMBOYHbIM. ANCKPUMMUHAUMSA B OTHOLIEHUM UL
C NPeapacnosioKeHHOCTbIO HUKOTAa He A0/MKHa
[AOMYyCKaTbCsA, MOTOMY YTO reHeTMYecKas npeagpac-
NOJI0XKEHHOCTb He 03HayaeT, 4YTo 3aboneBaHue,
0 KOTOPOM MAET peydb, AeNCTBUTENbHO byaeT pas-
BMBATbCA. ITO NPUBEAET K AUCKPUMMHALMMN onpe-
OeNneHHoM KaTeropuu ntogeit. B obuwectse gonkeH
OEeNCTBOBATb MPUHLMM MOKa He BblABAEHO 6oses-
HW, HET HeTPYA0CnocobHOCTU»?C,

Bo-BTOPbIX, UCMO/Ib30BaHME FTEHETUYECKUX Te-
CTOB OMNpaBAbIBAETCA KelaHUeM paboTtogaTens oc-

MocTaHosneHne KoHctuTtyumorHoro Cyaa P® ot 3 maa 1995 r. Ne 4-n // BectHUK KoHcTUTyMoHHoro Cyaa Po.

1% Les données génétiques: Commission nationale de I'informatique et des libertés (CNIL). 2018. P. 71.

2 Les données génétiques. C. 72.

AkTyanbHble npobnembl poccuiickoro npasa. 2019. N 5 (102) mait



Pacconos 1. M., Yybykosa C.T.
Brympuompacnessie npuyunsl 06pabomeku 2eHemuyeckol uHgopmayuu

Bo60AMTbCA OT 11060 OTBETCTBEHHOCTM B C/lyyae
pa3BUTUA onpeaeneHHbIx 3a60/1eBaHM, CCbIIAsChb
B KQYecTBEe OCHOBHOWM MPUYMHbI HA FTEHETUYECKYIO
npeApacnosoKeHHOCTb.

B CLUA c 1990-x rr. paboTtogatenn moryT 3an-
BUTb O CBOEM NpsAmMoit GUHAHCOBOM 3aMHTEpPECO-
BAHHOCTM B 3HAHWWN FEHETUYECKNX XapPaKTEPUCTUK
CBOMX COTPYAHMKOB, MOCKONbKY B paMKax oba3a-
TE€NIbHOW CTPaXOBKWU AOIXKHbI ONNATUTb UX Mean-
LMHCKoe obcnyKumBaHue.

AHanornyHbim obpasom B BennkobputaHmm
B Koaekce Tpyaoson npaktukn (The Employment
Practices Code) 2005 r. nonyckaeTca MCNonb30Ba-
HMEe reHeTUYECKOro TeECTUPOBAHMA NPU YCI0BUH,
YTO YCTAaHOB/IEHO, YTO COTPYAHUK C ONpeseneH-
HbIMU FreHETUYECKMMM XaPaKTEPUCTUKAMMU MOXKET
NpeAacTaBAATb Yrpo3y ANA 4PYTUX UM YTO YCNOBUA
Tpy4a co34at0T onpeseneHHble PUCKM A8 Ntoaen
C onpeaeneHHbIMU FeHETUYECKMMM XapaKTepu-
CTUKaMMU.

Pelwas aToT BONpOC, 3aKOHOAATEIb OKa3blBa-
eTca nepeg, ANAeMMON: Y3aKOHUTb AUCKPUMMHA-
LM NN 3aMTUTL PAaBOTHUKOB, KOTOPbIE MOTYT
noctpagatb oT 6one3HU. HekoTopble aBTOPbI CYK-
TaloT, YTO HMYTO, AaxKe cornacue paboTHUKA, He
MOXKET OnpaBaaTb BTOPXKEHUE B JIMYHYIO }KU3Hb
N OUCKPUMUHALLMIO, KOTOPAA MOXKET BO3HUKHYTb
B pe3y/abTaTe NPaKTUKK 06A3aTeNbHOro reHeTUYe-
CKOrO CKPUHMHTA.

Bo ®paHuMM reHeTUHECKME TECTbI MOTYT B OCO-
6bIX CIY4aAX UCNOMAb30BATbCA BHYTPU KOMMNAHUM.
CraTbAa 4412-44 TpynoBOro KogeKkca npegycmatpu-
BaeT, YTO PabOTHUK MOXKET BbITb NPUHAT Ha pabo-
TY, CBA3AHHYIO C ONACHbIMM 417 340P0OBbA XUMMU-
YeCKMMM BeLLecTBaMU, TONbKO eC/I OH NpoLen
npeasaputenbHoe meguLUnHCKoe obcneaoBaHme,
KOTOpOEe He BbIABUIO NPOTUBOMNOKA3aHUM K 3TOM
pabote?l. BbiAaBNneHME MeAULIMHCKMUX MPOTMBONO-
Ka3aHW UM PUCKOB, CBA3AHHbIX C OnpeaeneHHom
paboToit Bo PpaHLUUM, BKAOYALOT U FeHETUYECKNEe
nccnegoBaHmna?,

NPUHLNN HENPUKOCHOBEHHOCTW YACTHON MU3HU

OHK Kax[oro XXmnBoro cylecrtsa YHMKanbHa 1 no-
3BOSIAET NAEHTUOMUMPOBATL YenoBeKa. A cneso-
BaTe/NIbHO, reHeTM4YecKaa MHbopmaums, Hapagy
C TaKUMN GU3NONOTNYECKMMM XaPAKTEPUCTMKA-
MM YenoBeKa, Kak OTNeYaTKU NanbLeB, PUCYHOK
BEH PYKM, padyrkHas 0060/104Ka M1a3, A0NXKHA ObITb
OTHeceHa K 6BMOMeTPUYECKUM NePCOHaNbHbIM
OaHHbIM.

3aKoHOAATENbCTBO O NEPCOHANbHbIX AAaHHbIX
60/bLUINMHCTBA CTPAH K OCHOBHbLIM MPUHLMNAM Mpa-
BOBOIO peryinpoBaHusa B 4aHHOM chepe OTHOCUT:
NPUHLKXN TOYHOIO onpeaeneHns Luenm obpaboTkm
NepCoOHaNbHbIX AAHHbIX; MPUHLMN NPONOPLMO-
HaNbHOCTU — COOTBETCTBME 3aABAEHHOM Lenn
ob6bemy cobmpaembix AaHHbIX, BpemeHU obpa-
60TKMK, cpeacTs N metToaoB 06paboTKM; NPUHLUMN
MHPOPMMPOBAHHOIO cornacua cybbekTa nepco-
Ha/IbHbIX JAHHbIX.

AHanun3 NOKa3bIBAET, YTO YKa3aHHbIe NPUHLM-
Mbl NpU3BaHbl obecne4ynTb KOHOUAEHUNANBHOCTb
Nnua — cybbeKTa NepCcoHaNbHbIX AAHHbIX U €ro
npaBo Ha HEMPUKOCHOBEHHOCTb YAaCTHOM KU3HM.

OpgHako cneundurKa reHeTUYecKomn UHPop-
mMaumu n ee 06paboTKM NPUBHOCAT LEenbln pag,
ocobeHHOCTel B peasin3aunto ykasaHHbIX NPUH-
LMnos.

Kak oTmeuvaloT nccnenosatenu, C MONEKYON
AHK, nomnmo ee MHAUMBUAYANbHOCTH, CBA3AHO
W Apyroe 0OCHOBOMOAAratoLLee CBOMCTBO — Hacnes-
CTBEHHOCTb M CNOCOb nepenaym HacneaCcTBEHHOM
nHbopmaumnun. Takum obpasom, monekyna AHK as-
NAeTcA HOCUTENEM HE TONIbKO MHANBUAYANbHOM
MHPopMaLMM O KOHKPETHOM UHAUBUAYYME, HO
cnocobHa nepeaaBaTb HacNeACTBEHHYO UHPOP-
MaUMIo O pOAUTENAX U POACTBEHHMUKAX AAaHHOIO
amuga?s,

M3 aToro cnepyer, uTo, gasas cornacue Ha obpa-
OOTKY CBOEN reHeTMYecKon MHpopmMaLmn, CybbEKT
NMepCcoHasbHbIX AaHHbIX TaK}Ke pa3peLuaeT A4ocTyn
K reHeTU4YeCcKon MHbopmMaLnmn CBOUX POACTBEH-

21 Article L. 113-8 du Code des assurances. La sanction du mangquement a cette obligation est la nullité du contrat
ce qui est survenu dans l'affaire Audet ¢/ Industrielle — Alliance, 1990 RRA.500.
22 CE 09/10/2002, Ne 231869, Fédération nationale des accidentés du travail et des handicapés.

23

6e3onacHocTu. 2017. Ne 4. C. 186.
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HMKOB. A 3TO C TOUYKM 3pEHUA 3aKOHOAATEIbCTBA
0 NepcoHanbHbIX AaHHbIX TpebyeT noay4yeHmna mx
cornacums.

Kpome TOro, onbIT NOKa3bIBaET, YTO LLeAM Ha-
YYHbIX U MEANLIMHCKUX UCC/IeA0BaHMN, 06 bEKTOM
KOTOpPbIX ABAAETCA reHeTuYecKana Hpopmauum,
WHOTa HeACHbI U HE OYeHb NPO3PaYHbl ANA CaMMX
nccneposatenen. IHorga TpyaHo 3apaHee onpe-
OenuTb BCe aHaNM3bl, KoTopble ByayT caenaHobl BO
BPeMA NOWMCKa HAY4YHOM UCTUHBI.

CnTyaLmAa OCNOXKHAETCA aKTUBHbBIM MCMOAb30-
BaHMEM TeXHONOIMKN 60NbLIMX AaHHbIX NpU 06-
paboTKe reHeTMuyeckoi nHpopmaumu (Big Data
Genomics). Co3aaHHble reHeTU4YecKkume 6asbl npe-
[0CTaBAAT BO3MOMKHOCTb UCMO/b30BaTb reHETU-
YecKyto MHPpopMaLMIo ANA LLeNoro paga uccneano-
BaHMWN.

B 3TOM CcBA3M OTAE/NbHbIE UCCAeL0BaTeNN Npes-
NaraloT Nosy4aTb COrlacmMe Ha WUpPOKoe UCMosb-
3080HUE 2eHEMUYECKO20 Mamepuasa U NosHoe
onpeaeneHue Lenen HaydyHblxX uccregoBaHumn,
B TOM YMC/Ie C OXBATOM LLeSIEl, KOTOPbIe eLe He
npeaycMoTpPeHbl, HO MOFYT BO3HUKHYTb B AWNHa-
MUKe nccnenoBaTeIbCKOro npouecca.

[pyrve skcnepTbl BbIABUHYAM UAEKD OMKPbI-
moeo coanacus, KoTopoe byaeT NOAKPENAATLCA
rapaHTUAMM HAay4YHOTO KayecTBa NPoBeAeHHbIX UC-
CNepoBaHUM, NX STUYECKMM XapPaKTEPOM U Mepamm
ynpaBaeHus 6aHKOM reHeTU4YecKon MHbopmaumu.
TaKkue rapaHTUM MoryT umeTb GOpMy AP/bIKA Ka-
YyecTBa UM JOrOBOPA B3aMMHbIX NPaB, KOTOPbIN
6yaeT noanMcaH mexKay cybbekTom AaHHbIX U KOH-
TPOAIepOM AaHHbIX. JInuy byaeTt npefocTaBAeHo
NpaBo Ha TPAHCNAPEHTHOCTb U MHGOPMUPOBAH-
HOCTb 06 MCNO/Ib30BaHUWN €ro JAHHbIX, O MPUHATbIX
Mepax Nno 3alliuTe U KOHTPOJII, NpaBo B itobon
MOMEHT TpeboBaTb U3BATUA AAHHbBIX O HEM.

370 no3soanAo bbl UccnegoBaTb buonornye-
CKne 0bpasLbl U CBA3AHHbIE C HUMW JAHHble AAA
MHOXeCTBa Hay4HbIX Lienei, KoTtopbie He bblnn
npeackasyembl NpyU NepBoHavyasibHOM COrlacum
YyenoBeKa, HO KOTOPble BO3HMKAN U3 KOTHUTUBHOM
OVMHAMMKKW UcciefoBaTeNbCKOro npouecca.

HeobxoaMmo U3y4nTb HOBblE MOAENM COTNACUS,
TaKMe KaK OTKPbITOe COrnacme Uam paclumpeHHoe
cornacue, NoATBEPXKAAEMOE rAPaHTUAMM KayecTBa
Hay4HbIX UCCNef0BaHUM, X STUYECKMMU NPUHUM-
namu, a TaKKe NPUHATBIMWU Mepamu ynpasaeHusa
ana 6uobaHKoOB Ha OCHOBE MPO3PAYHOCTU UX Ae-
ATeNbHOCTWU. Takas agontoLMA Heobxoamma ans
peweHnsa npobaem, CBA3aHHbIX C HAYYHbIMWU UC-
cnefoBaHUAMM 3aBTpalLHero AHA,

UccneposaTtenu, ybexaeHHble B Heobxoam-
MOCTM 0bMeHa reHeTUYECKMMM NePCOHANbHbBIMM
OAHHbIMM ANA NPOABUMKEHUA HAYYHbIX 3HAHWM
B 06/1aCTN reHeTUYECKOro CKPUHUHIA, XoTenu bbl,
4T06bI 3TU NPOLLECCHI NOAYUHANNCE OCHOBHOMY UM-
nepaTuBsy, CBOEro poaa «MopasibHoMy obasaTenb-
CTBY»: CEKBEHMpPOBaHMeE («NpoYTeHnEe») reHoma
ye/sioBeKa, YTobbl cnacTu YyenosevecTso?.

Kak y»ke oTme4yanoco Bblle, AN1A TAaKUX Uccae-
[0BaTeNbCKMX NPOEKTOB BO Bceoblen aeknapa-
UMM no 6MoaTUKe 1 NpaBam YesioBeKa oT 19 okTa-
6pa 2005 r. npeaycMmaTpuBaeTca A40NO/HUTE/IbHOE
COornacue, BbiparkeHHOe Yepes 3aKOHHbIX NpeacTa-
BUTENEN COOTBETCTBYHOLMX FPYNMn AN HAPOJ0B.

Ewe ogHa npobnema B peannsaumm npuHLMNA
HEeNPUKOCHOBEHHOCTU YaCTHOM KMU3HU B AaHHOM
cdepe cBsizaHa C BOSMOXHbIM NPOTUBOPEUNEM
npaBa Ha KOHPUAEHUMANIBHOCTb FEHETUYECKOM
MHPOpMaLMKN 1 NpaB APYrUX NNL, KOTOPbIX 3Ta
nHdopMaLMA MOKET KacaTbcs.

B reHeTMYeCKNX UccnefoBaHUAX, KOraa BblsBNA-
tOTCA aHOMa/INK, BCTAET BOMPOC: KTO AO/MKEH BbITb
npouHpOpMMPOBaH? ABNAETCA M TMMNOTE3A O PU-
CKe Hac/ieACTBEHHbIX reHeTUYeCKux 3abonesaHui
onpaBgaHUeM HapyLleHMA KOHPUAEHUMANBHOCTH
pe3y/bTaTOB reHeTUYEeCKUX nccnenoBaHuin? Tpya-
HOCTb 3aK/Il0O4AEeTCA B TOM, YTO Nepesayda reHeTu-
YeCcKon aHOMaIMKM BO3MOXKHA, HO He 06a3aTe/IbHO
NPWUBOAUT K MATONOMMYECKMM NOCNeACTBUAM, NAN
OHWM MOTYT NOABAATLCA TONbKO B NOKUIOM BO3-
pacte. C Apyroi CTOPOHbI, HY}KHO /I NLLY CO0b-
LLaTb CBOMM POACTBEHHUKAM O TMNOTETUYECKOMN
NaTo/I0rMK, OT KOTOPOW OHM HUKAK He byayT MMeTb
BO3MOHOCTb U3/1€YMTbCA?

24 Dagher G. Patients et biobanques au cosur de la recherche médicale // Le Monde, supplément Science &

Médecine. 8 juillet 2015. P. 8.

% Dierickx K. New challenges for biobanks: ethics, law and governance // URL: http://www.academia.
edu/25149662/New_challenges_for_ biobanks_ethics_ law_and_governance (nata o6patieHus: 15.12.2018).
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Bo ®paHuum Kogekc obuiectBeHHOro 3apaBo-
oxpaHeHus (Le Code de la santé publique)® pelua-
eT 3Ty npobnemy cneaytowmm obpasom. MNepep,
NpoBeAeHNEM IKCMEPTU3bI TEHETUYECKUX XapaKTe-
PUCTMK NaLMeHTa Bpay, Ha3HavalowWwmit uccnesosa-
HUS, JO/IKEH NPOUHPOPMMPOBATL Er0 O TOM, YTO
baKT yMONYaHUA NOCTaBUT Y1E€HOB CEMbW B rpynny
pucka. B pesynbraTte nognucbiBaeTca OKYMEHT,
onpeaenaArowmnii, Kak MHGOPMUPOBATL NOTEHLM-
a/IbHO 3aTPOHYTbIX YNeHOB cembM. Mpu 3TOM y Na-
LUMeHTa Bceraa ectb BbI6Op: 3HaTb MM OTKA3aTbCA
OT NOJIy4eHUs Pe3yNbTaToB reHeTUYECKOoro TecTa.
Ecnun nnuo BbiparkaeT B MMCbMEHHOM BUAe cBoe
¥KenaHue oCTaBaTbCs B HEBEAEHUN OTHOCUTE/IbHO
OMAarHo3a, OHO MOXKET PaspeLnTb Bpady NPouH-
dbopMMnpoBaTb APYrMX 3aMHTEPECOBAHHbIX /INLL.

B cniyyae BbIfIBEHUA CEPbE3HOM reHeTUYeCcKom
aHOMA/IMM U B C/IyYae, eCN YEN0BEK He Bbipasui
cBOe )KeslaHue bbITb B HEBEAEHUWN OTHOCUTE b-
HO AMArHo3a, OH Cam A0JIKeH MPUHATb pelleHme
0 coobLEeHNM 3TOM MHPOPMALMN YNEHAM CEMbMY,
KOTOPbIX 3Ta MHPOPMALMA MOXKET KacaTbCsl, OCO-
6eHHO B cayyasx, Korga um moryT 6bITb Npeano-
¥KeHbl Mepbl N0 NpodunakTnke unm yxoay. Mpu
3TOM /ML, B OTHOLLEHWUWN KOTOPOTO NPOBOAUANCH
reHeTMYecKMe UCCNea0BaHNA, MOXKET Nepeaathb 3Ty
MHPOPMaLNIO cam, a3 MOXKEeT MoNPocuTb 06 aTom
Bpaya. paHLy3CKMI 3aKOHOAATE b CYEST HYXKHbIM
He TpeboBaTb, YTOOblI HOCUTENb FEHETUYECKOM
aHOMaNNM MHOPMMPOBAN Y/IEHOB CBOEN CEMbMU.
B KOHEYHOM cyeTe OTBETCTBEHHOCTb 32 MHOPMU-
poBaHue B/IM3KUX NeXUT Ha NnaumneHTe. O6sA3aHHO-
CTV Bpaya B OCHOBHOM MpoLeaypHble: OH AO/IKeH
MHPOPMMPOBATbL NaLMEHTA, KOHCYBTUPOBATL UK
Aaxe ybexaatob ero.

Ewe B 1991 r. B cniyyae reHeTUYECKOro MU3yye-
HUA HacnenCTBEHHOW raykomMbl HauMoHanbHan
Kommccua no 0b6paboTKe AaHHbIX U rParKAaHCKUM
cBoboaam (CNIL) nocumTana, YTo KOHKpPETHasA UH-
dbopmaLma 0 ceMbsX MOXKET BbI3BaTb NMCUXONOTU-
YEeCKUIN CTPEeCC U CePbE3HYIO TPEBOTY, NOCKO/IbKY
NoCTPagaBLLUMM CEMbSAM MPUAETCA XKUTb C UAEEN,
YTO OHM HECYT reH, KOTOPbI MOXKET NPeBPaTUTLCA
B cepbe3Hoe 3aboneBaHne AU UHBaNUAHOCTLY .

MPUHLUUN OBECNEYEHWUA MPUOPUTETHOCTU
WHTEPECOB OBLUECTBA U TOCYALAPCTBA

B OMPEAENEHNN TOCYAAPCTBEHHOW NONUTUKK
B COEPE 06OPOTA FTEHETUYECKOH UHOOPMALIMM

B nocnegHee Bpems B LOKTPUHE MHPOPMALMOH-
HOro npaBa Ha NepBbli NAaH BblABUraeTca naen
0 c6aNaHCMPOBAHHOCTU MHTEPECOB JINYHOCTH,
obuwecTsa 1 rocyaapctea B MHPOPMaLMOHHOMN
coepe, npuyem MHTEPECHI IMYHOCTU MHOTUE UC-
cNnefoBaTeNuM CTaBAT Ha NepBoe mecTo. BmecTe
C TeM C Y4eTOM TOro, YTo B AiaHHOM 0bs1acTh oc-
HOBHbIM YA3BMMbIM 3BEHOM ABAAETCA UMEHHO
OoTAe/NbHbIN MHAMBWUA, @ HEe Koprnopaunu namn ob-
LWEeCTBEHHbIE 06beANHEHUSA, UMEHHO FOCYAaPCTBO
[OOJ/I}KHO UMETb B AIaHHOM cdepe cyliecTBeHHble
npuopmuTeTbl. 9TO HEOHBXOAMMO A5 TOro, YTObbI
3aKOHOZATEe/IbHO OrPAHUYUTb MAHUMYAALMK C re-
HETMYECKMM KOAOM CO CTOPOHbI KPYMHbIX KOpriopa-
LM, BBECTM COMHUTE/IbHBIE KOMMEpPYECKMe uccne-
[OBAHUSA B onpegesieHHble pamKu, ynopaaounTb
ux. BayxHol 3apayelr ssnsieTcs obecnevyeHume co
CTOPOHbI rOCYAaPCTBa HagexKalnx YyCIoBui ans
Pa3BUTUA M 3aLLNTLI MHTEPECOB rParKaaH B AaHHOM
cdepe; cozgaHne HeobxoaMMOro ypoBHsA rapaH-
TUI, 3aWMTHOIO 3aKOHOAATE/IbHOTO MEXaHU3Ma;
KauyecTBeHHoe 1 3ppeKTUBHOE NHDOPMMPOBAHUE
rpayk4aH 0 BO3MOMKHbIX PUCKAX, CBA3AHHBbIX C Aed-
TE/IbHOCTbIO CYObEKTOB, OCYLLECTBAAOLWMX 060POT
reHeTM4yeckoi MHpopmaumm, u ap.

MPUHLUUN NPOrPAMMHO-LIENEBOr0 MNOAXOAA

Ewe ogHMM BaXKHbIM MPUHLUMNOM MOXKET BbICTY-
NMUTb NPUHLUMN HEOBXOAMMOCTM NPOrPaMMHO-Le-
JleBOro noaxoaa K npobaeme obopota reHeTUYe-
CKol Hdopmaumun. Cnegyet oTMETUTb TOT aKT,
YTO Halla cTpaHa NpegnpPUHUMAET BCE YCUINA
No BXOXAEHMUIO B LMBUIN30BAHHOE MHPOpPMa-
LMOHHOe coobuiecTBo, GOpPMUPOBaAHUIO CBOEM
HauMOHaNbHOM UMPPOBON IKOHOMUKMK. B 3TOM
cBA3u B Poccuiickon Pepepaumm NpuHATBI MHO-
rme cTpaTterMyeckme nNporpammHble JOKYMEHTbI

% Code de la santé publique: Version consolidée au 14 décembre 2018 // URL: https://www.legifrance.gouv.fr/
affichCode.do?cidTexte= LEGITEXT000006072665 (aaTta obpalueHua: 15.12.2018).

27 CNIL, 12e rapport d’activité, 1991, P. 89.
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no nHpopmaumMoHHoMy obuiecTBy. [laHHble cTpa-
Termyeckme AOKYMEHTbl AOMKHbI UMETb CBOIO
JIOTUKY, OCHOBbIBATbCA Ha MPOrPamMMHO-LEe/IeBOM
Nnoaxo4e W MHTerpaumm HapaboTok, TeXHoAornye-
CKMX 334,eN108B pa3HbIX rocygapcTs. Kak Ham npeg-
CTaB/IAETCS, B CKOPOM BPEMEHU Mbl CTOJIKHEMCS
C HE0BX0AMMOCTbIO YHUDUKALUM HALMOHA/IbHOTO
3aKoHoAaTeNbCTBa B chepe 060poTa reHeTUYECKoM
NHOpMaLMM C SPYTMMKM CTPAHAMM, NPEXKIEe BCEro
POMaHO-repMaHCKol NpaBoBoi cnuctembl (PpaHLm-
e, fepmaHueit). AHann3 3akoHOAaTeNIbHOTO pery-
NnpoBaHunA 0bopoTa reHeTU4eckon nHdopmaumnm
HallMX NApPTHEPOB B Uccneayemoi obnactu 3gech
6yOeT Kak HUKOr4a noseseH.

MpoBeaeHHbIN aHaNM3 NO3BOASET HAM CAenaTb
cneayowme BbiBOAbI.

L OCTUXKEHUA reHHOMN UHXEeHepun MmoryT bbITb
6narom Ans oTAeNbHbIX IIOAEN U BCEro Yenose-
yecTBa, HO MOTYT NOBMEYb U HeMpeaBUAEHHbIE

HeraTUBHble nocneacTsma. Moatomy B aToM chepe
0cob€eHHO BaXKHO Hag/exKallee NpaBoBoe pery-
IMPOBaHME, MOCTPOEHHOE Ha Le/IOCTHOM cucTeme
NPMHLMMNOB, CPEAN KOTOPbIX BblAe/IeHbl: MPUHLMN
OTBETCTBEHHOCTM Nepes, byayLumnmmn nokoneHun-
MU; NPUHLMN cBOBOAbI HAYYHbIX UCCEeA0BAHUN;
NPUHLMN 3aWUTbl YE/I0BEYECKOTO AOCTOMHCTBA;
NPUHLMN HEMNPUKOCHOBEHHOCTM YaCTHOW XKU3HW.

HecMoTps Ha TO YTO YKa3aHHbIe NPUHLMMbI AB-
nATCA 06W,enpaBoBbIMKU, B paMKax NpaBoOBOro
perynMpoBaHuns OTHOLWEHWM no obpaboTke reHe-
TMYecKon MHdopMaLMM OHWN HAaNOIHAIOTCA HOBbIM
coaeprkaHuem.

Cuctema npmMHUMNOB 06paboTKU reHeTUYeCKoM
nHbopmaunmn byaet pa3BMBaTbCS C COBEPLUEHCTBO-
BaHMEM M YTOYHEHMEM HOPM 3aKOHOLATE/IbCTBA
B AaHHOWM chepe 1 AoMKHA HAalTK cBOe 3aKpene-
HKWe B cneumanbHOM 3aKoHe «O reHeTUYeCcKon UH-
dopmaumnmn».
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Abstract. The principles of emerging legislation devoted to the processing of genetic information take their place
among the informal legal phenomena. The identification of these principles is the task of the legal science and,
in particular, of data protection law.

From the point of view of data protection law, the article presents a new author’s approach to the construction
of the system of principles of the legal regulation of genetic information. These principles include: the principle of
responsibility to future generations; the principle of freedom of scientific research; the principle of protection of
human dignity; the principle of privacy.

Genome protection is aimed not only at preserving the life and health of a particular person, but also at preserving
the genome of his or her descendants. This makes it possible to consider the genome as a heritage of mankind.
Freedom of scientific research in the field of genetics implies the freedom to study genetic information, but not
the freedom to use it. With regard to scientific research of genetic information of representatives of a particular
population, in addition to individual consent to the processing of such information, allowance is made for the
consent expressed through the legitimate representatives of the groups or peoples concerned.

The ideas of extended and open consent of the person to the processing of genetic information are analyzed.

The conclusion is made about the necessity of fixing the system of principles of legal regulation in the field of
genetic information processing in a special law «On genetic information.»

Keywords: information, data protection law, DNA, genetic information, personal data, identification of the person,
principles of law, inviolability of privacy, protection of human dignity, freedom of scientific research.

2 The study was carried out with the financial support of RFBR within the framework of the scientific project
Ne 18-29-14033.
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