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Annotation

Protecting human rights is the most important task of any state. Due to the fact that
genetic research is gaining immense popularity both worldwide and in Russia, ensuring
this function of the state is possible by observing certain principles. The article
discusses and characterizes the main principles of conducting genetic research. The

legal acts containing these principles are analyzed.

Keywords: genetic research, human rights, biomedicine, medical confidentiality, non-

discrimination, genetic traits.

['eneTnyeckue wuccaeOBaHUSI CTAHOBITCS Bce 0OoJiee paclpoCTPaHEHHBIM
UHCTPYMEHTOM JMAarHOCTHKH 3a00JIeBaHUIl, OLEHKH PHCKOB HACJIEACTBEHHBIX
NaToJIOTU M pa3pabOTKH TNEePCOHATM3UPOBAHHBIX METOAOB JedeHus. OmHako
pacliMpeHrue BO3MOXKHOCTEM TEHETUKM CTABUT HOBBIE 3aJayd IIepes CUCTEMOM
3/IpaBOOXpaHEHUsi, 0OCOOCHHO B cdepe 3alluThl MpaB MalMEHTOB U OOeCTeYeHUs
KOH(HIEHIIMAIbHOCTHU TIOJTyYEHHBIX TaHHBIX.

JIro6oe MeAUIIMHCKOE WM HAyYHOE HCCIIEeI0OBAaHUE JOJKHO OCHOBBIBATHCS HA
ONPENCIICHHBIX MPUHIHNIAX, CYIIECTBYIOIINX B FOCYIApCTBE M HA MEXIYHAPOIHOMN
apene. K takum npuHIMnaM, B NEpPBYIO O4Yepenb, CIEAYET OTHECTH IPHUHIIMII
coOmoaeHns mpaB M CBOOOA YEIOBEKa, NPUHLHUII YBaXCHHUS YeJIOBEYECKOIO
JIOCTOMHCTBA, TPHUHIUMII HEMPUKOCHOBEHHOCTH JIMYHOCTH W WHBIE MNPUHLMUIIBI,
3aKpEIUIEHHBIE B  OCHOBOIIOJIAralOIIMX  MEXKIYHAPOJIHBIX W  HAUUMOHAJIBHBIX
JTOKyMEeHTax, Hanpumep, KOHBEHIIMM O 3alIUTe MpaB YeJIOBEKa U OCHOBHBIX CBOOO],
MexayHapoIHOM TMaKTe O TPaKIAHCKMX M TOJUTHYECKUX MpaBaX, BceoOuieit
JIEKJIapaluy IpaB 4yejioBeKa u T.1.

N3 mnpaBoBOro 3akpeluieHWs IPUHIMIOB TMPOBEACHUS TE€HETHYECKHUX
uccienoBanuii B Poccun, cinenyer otmetuts @3 ot 3 mexabps 2008 roga Ne 242-03
«O rocynapcTBEHHOW T€HOMHOM peructpaunu B Poccuiickoin @eaepannmny, KOTOPbId

YCTAaHABJIIMBACT IICPCUCHDb IPHUHIOUIIOB ITPU IIPOBEACHUU FOCYI[apCTBeHHOﬁ T'€HOMHOM
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peructpauuu, a Takxke «I'OCT P 52379-2005. HaunonanbsHeli cranaapt Poccuiickoit
®enepaunu.  Hamnexamas — xknuHudeckas — npaktuka»  (yrB.  Ilpukazom
PocrexperynupoBanust ot 27.09.2005 Ne 232-cT), 3aKpeIuUISIIOIIAN TPUHITUTIBI
HAUICKAIIEH KIMHUYECKOM NPAKTUKU, B KOTOpPBIE BXOIAT MPUOPHUTET IIPaB,
OezomacHOocTM W OJjaromoyiyuvsi CyObEeKTa  KCCIEOBaHUS, COOTBETCTBUE
UCCIIEIOBAaHUM  HAay4YHbIM  TpeOOBaHUSM,  TMOJIyueHHE  HH()OPMHPOBAHHOTO
JT0OPOBOJIBHOTO COTJIACHS MIEpel HauaJloM UCCIeIOBAaHUS U T.1.

HecMmotps Ha To, uto B @3 Ne 242, 3akperuisieTcsi IepeueHb NMPUHIUIOB, HA
KOTOPBIX JOJDKHO OCHOBBIBATHCS IPOBENECHUE TOCYAAPCTBEHHOW I'€HOMHOM
pEerucTpanyy, HWHOTO 3aKOHA, YCTAaHABIMBAIOLIETO OCHOBOIOJIATAIONIME Hadala
MPOBEJCHUA UMEHHO T'€HETUYECKOTO UCCIIEA0BaHMUs YenoBeka B PO He nipunsaro. [pu
OTOM, HA3BaHHBIM 3aKOH JIMIIb NEPEYUCISIET HECKOJBKO INPUHIMIIOB: 3aKOHHOCTD,
TYMaHHU3M, KOHPUAEHIIMATbHOCTb, COUETAaHUE IOOPOBOJIBHOCTU U 00S13aTEIBLHOCTH, HE
packpbiBasi ux cogep:xkanus. Cienyer OTMETUTh, YTO JaHHBII HOPMATUBHBIN aKT UMEET
JIOCTATOYHO Y3KO€ HaIpaBJIICHUE JCHUCTBUS, & UMEHHO PACHPOCTPAHSETCS TOJBKO Ha
IPOILIECC TOCYNAPCTBEHHOM TE€HOMHOW PpETUCTpPALlMM, HE 3aTparuBas IIPU STOM
MIPOBEICHNE T€HETUYECKUX MCCIIEIOBAHUM B MHBIX CITyYasiX.

CrienyeT BBIIENINUTD U 1aTh XapaKTEPUCTUKY OTAEIbHBIM MPUHIIMIIAM, KOTOPHIE
HEO00X0UMO cOOJI0AaTh HE TOJBKO MPU MPOBEACHUM TOCYAapCTBEHHOW T'€HOMHOM
perucTpauuu, Ho ¥ IPYU NPOBEACHUN NEHETUYECKOTO UCCIIEA0BAHNS.

B P® npunnunel npoBeneHHs B 0OIMIEM MEIUIMHCKUX HCCIeI0BaHUMN
3aKpEIUISIIOTCS B Pa3IMYHBIX HOPMATUBHBIX IMPABOBBIX akTax. Hampumep, B
Konctutrynuu P® cr. 21 ycraHaBiMBaeT, 4YTO HHUKTO HE MOXKET ObITh 0€3
0OPOBOJIBHOTO COTJIacusl MOJBEPIHYT MEAUIIMHCKAM, HAYYHBIM WM UHBIM OIBITaM.
JlaHHOE TIOJIOKEHUE SIBISIETCS OYEHb BAXKHBIM, TaK KaK 3aKperuiieT TpeOoBaHUE Ha
MOJIy4YeHHE JTIOOPOBOJIBHOIO COTJIacHsl 4YeJIOBeKa Ha MPOBEACHHE MEIULIUMHCKOTO
BMemareabcTBa. COOTBETCTBYIOLIEE MOJIOKEHUE HAIIO CBOE OTpakeHue B CT. 20 O3

«O0 ocHOBax OxpaHbl 3740pOBbs TpaxaaH B Poccuiickoit denepaiuu», KoTopas
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yCTaHaBIMBAET MOPSIOK a4yl WH(GOPMUPOBAHHOTO TOOPOBOJIBHOTO COIJIacHs Ha
MEJIMIIMHCKOE BMENIATENBCTBO U CIIy4an OTKa3a OT HETO.

[TpuHIIMD HEJONyCTUMOCTHU MEIULUHCKOTO BMEILIATEIbCTBA 0e3
uHpopMupoBaHHoro Ao6poBosnbHOro corjacus (MJIC) yctaHoBieH BO MHOTHX
ctpanax. Hanpumep, B coorBercTBuu ¢ Ilonoxxennem KHP ot 28 mas 2019 r. «O6
YVOPABJICHUH TIE€HETUYECKHMMH pECypcaMH  YEeJOBEKa» BCA  JEATEIBHOCTh C
FEHETUYECKUM MaTepHAIOM 4YeJIOBEKA JOJDKHA COMpOBOXIAaThbea nosyueHuem MJIC
nonopa [1]. IlpoBeneHue KIMHUYECKHX HCClenoBaHWi B MHAMM  JODKHO
conpoBoxaarbesi nonydenuem MJIC nauuenta. Ilpu 3toMm, ciegyer OTMETHUTh, YTO
JOKYMEHTBI, COCTAaBJISIEMbIE B IPOLIECCE MPOBEACHUS KIMHUYECKOTO HMCCIENOBaHUS,
MOTYT MPEIOCTABISATLCSA TOJIBKO HA aHTJIMHUCKOM SI3BbIKE, HO COTJIACHE MALUEHTa U BCS
WHas JOKyMEHTalus, KOTOpas KacaeTcs MalUeHTa, JOJDKHBI MEPEBOAUTHCS Ha BCE
rOCYJapCTBEHHBIE SI3BIKU.

Crnenyer Takke OTMETUTh MTPHUHIUN KOH(MUICHIIMATLHOCTH TE€HETUYECKON
uHpopMalMu WM TPUHIUI BpadeOHOW TaiHbl. [IpuHIMN BpauyeOHON TaWHBI
3aKpeIuieH BO MHOTUX 3apyOeKHbIX rocyaapctBax. Hampumep, B CBojie 3aKOHOB
CILIA [5] roBOpHUTCSI O TOM, YTO 3aIKCH O JIMYHOCTH, JUATHO3E WIIH JICUCHUHN JTFOO0TO
NalMEHTa JIOJDKHBI ObITh KOH(UEHIIMATBHBIMU U MOTYT OBITh PACKPBITHI TOJBKO B
HEJSIX U MPU OOCTOATENBCTBAX MPEAYyCMOTPEHHBIX 3akoHOM. Bo ®pannun Konekc
0O0IIeCTBEHHOTO 3/IpaBOOXpaHeHMs [6] ycTaHaBIMBaeT CEKPETHOCTh BCEX CBEICHUM,
KOTOpbIE HE TOJBKO OBUIM JOBEpEHbl Bpauy B THpolecce NpodheccuoHaIbHOM
NeSATeTLHOCTH, HO U TOW MH(pOpPMAIIUH, KOTOPYIO Bpad MOT YBHJETh WJIW YCIBIIIAThH
CIIy4YarHO.

Pocculickoe  3aKOHOZATENILCTBO — TaKXE MPEAYCMAaTpUBACT pPsAL  HOPM,
HaIpaBJICHHBIX HA COXpaHEHWE BPaueOHOM TaliHBI M 3aIUTYy MEPCOHATBHBIX JTAHHBIX
nanuedTa. Ct. 13 @3 or 21.11.2011 No 323-®3 «O6 ocHOBax OXpaHbl 370POBbs
rpaxaal B Poccuiickorn ®@enepanum» 3aKpeIusieT MOJIOKEHUE, COTJIACHO KOTOPOMY
Bpaun o00si3aHbl CcOOJIIOAaTh TallHy IMOJY4YeHHOM B XoAe mpodeccuoHanbHOM

neateibHOCTH  uHGopMauuu. HapyiieHne maHHOTO TIpaBWJa MOXKET IOBJICUYb
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aJMUHUCTPATHUBHYIO OTBETCTBEHHOCTh B paMkax ctaTeu 13.14 KoAIl P®, a Takxe
YTOJIOBHYIO OTBETCTBEHHOCTh Ha ocHoBaHuu 137 crtatbm YK P®. Kpome Toro,
cornacHo cT. 1068 I'K PO ropuanyeckoe JIMIO BO3MEIIAET BPE, NIPUUMHEHHBIN €ro
paOOTHUKOM TPH HUCIOJHEHUU TPYIOBBIX (CIYKEOHBIX WM JOJKHOCTHBIX)
00s13aHHOCTE. DTO O3HAYaeT, YTO MEIUIMHCKOE YUPEKICHUE MOKET OBITh TaKXKe
IIPUBJIEYECHO K IPAKIAHCKO-IIPABOBOM OTBETCTBEHHOCTH.

Kon¢uaennuansHOCTh TeHETUYECKOM MHGOpPMAIIUU SBISAETCS OYCHb BAXKHBIM
MIPABUJIOM IPY MPOBEICHUH I'€HETUYECKOI0 HCCIENOBAHUA. DTO CBS3aHO C TEM, UTO
uHpOpMaIus, TOTyuYeHHas! B X0JIe TAKOTO MCCIIEIOBAHUS, MOXKET KacaTbCsl HE TOJIBKO
CaMOro MalMeHTa, HO M ero OJMXaWlmx poJCTBEHHUKOB. Hampumep, conepxkarhb
CBEJICHUS O PA3JIMYHbIX HACIEACTBEHHBIX MAaTOJOTUSIX U OOJIE3HSX.

[IpobGnema coOmtoaeHns BpauyeOHONW TallHBI HEOAHOKPATHO TOJHUMAJIACh U B
I0pUIUYeCcKoil Hayke. HekoTopblie yueHble cunuTaroT [4], 4To He0OX0AMMO TOBOPHUTH HE
TOJILKO O BpaueOHOW, HO U O MEIUIIMHCKOHN TailHe, TO €CTh paccMaTpUBaTh JAHHOE
NOHSATHE B 0OOJiee MIMPOKOM TOJIKOBaHMM. OTHOCUTH MPUHIMUIT BpayeOHOW TalHBI
TOJIBKO K Bpauam SBJISIETCS HelleJieco00pa3HbIM, TaK KaKk TOMUMO Bpayeil CyIIECTBYET
Y JPYrov MEJUIIUHCKNAN ITEPCOHAII UMEIOIIUM JOCTYII K CBEICHUM O MAlUEHTaX.

E.C. KptokoBa B kauecTBe MpoOJeMbl UCIOJIb30BAaHUSI UMEHHO M'€HETUYECKON
uHGOpMaIlMK Ha3bIBAE€T YCJIOBHUSI PACKPBITHS TaKUX CBEJICHUHN JiedallemMy Bpauy,
IpyroMy CHEIHMATNCTy WIA POJCTBCHHUKAM IMalueHTa [2]. ABTOp oTMedaer, 4To y
Bpaya HET MOJIHOMOYMH IIepelaBaTh JAaHHbIE O IMAMEHTE APYroMy Bpady WU
POJICTBEHHHMKAaM MO COOCTBEHHOM WHUILIMATUBE B COOTBETCTBUU C POCCUUCKHM
3aKOHOJIaTeNbCTBOM. OJIHAKO, KaK YXE€ OTMEYajaoch, TeHeTHYecKass HHGpOpMaIMs
ABJIIETCSI CEMEWHOM M MOXET HMMETh OCO0YI0 3HAUYMMOCTH Jisi YJICHOB CEMbH
NaleHTa, HalpuMep, B CBA3M C HAJIMYUEM TAaKOro ke 3a00JIeBaHMs Yy OJHOTO U3
POACTBEHHUKOB.

Hannyio mpoOiemy ocBemaroT B cBoed padore u U. M. Pacconos, C. T
UyoOykora u U. B. MukypoBa. ABTOpbI OTMEYAIOT, YTO «HA CETOJHAIIHUMN JI€Hb 3TO

OJINH U3 HaI/I6OJ'Iee AUCKYCCHOHHBIX BOIIPOCOB UCIIOJIL30BAHUA ITCHETUUCCKUX JAHHBIX,
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MIOCKOJIBKY PE3yJIbTaT T€HETUYECKOTO TECTUPOBAHUS MUMEET OOJBINOE 3HAYCHHUE IS
POJCTBEHHUKOB 0O0CJIEIyeMOTro, OCOOCHHO €cCiau pedyb HAeT 00 O0OHapyKEHHOU
natojorun» [3]. ABTOpBI CUMTAIOT, YTO COOTBETCTBYIOIINE BpPayd MU CICIIHAIHCTBI
JOJDKHBI pasriamniaTh TaKyro HHGOPMAIIHIO POJCTBEHHUKAM MaIlUEHTa 10 UX 3aIpocy,
TaK Kak, Korja poJCTBEHHHK 3allpaliiBacT UHPOpMaIUio 0 ce0e, OH aBTOMAaTHYECKU
ctaHoBuTCs nanuentoM. Jlaaayro nosuruio M. M. Pacconos, C. I'. UyGykosa u U. B.
MukypoBa mOpemsiaraloT OTpPa3uTh B COOTBETCTBYIOIIEM 3akoHE «O T€HEeTHYECKOU
uHpopMarm.

Eme oaHum nOpuHOUIIOM, KOTOPBIM HMMEET BaKHEWIEE 3HA4YEHUE IIPU
MPOBEICHNUA TE€HETUYECKUX HCCIEAOBAHUM, SIBIAETCA INMPUHIUIT CIPABEIIMBOCTH U
HeJIMCKpUMUHALMK. J[aHHBIN PUHIIUI yCcTaHaBIuBaeTcs: Beeobmieit nexnaparueid o
FEHOME 4YeJoBEeKa M O TMpaBax 4esioBeka. OH O3HayaeT, YTO HUKTO HE MOXKET
MOJBEPrarbCAd JIUCKPUMHUHALIMKM TI0 TEHETUYECKUM TNpu3HakaM. PaccMarpuBas
POCCHICKOE 3aKOHOJATEILCTBO B KOHTEKCTE JAHHOT'O MPUHIUIIA, CIIEAYET OTMETHUTh
Koncturyuuio P®, a umenno crateio 19. CornacHo JaHHOW CTaThb€ TOCYIapCTBO
rapaHTUPYET PaBEHCTBO MPaB U CBOOO/T YEJIOBEKA U IPakIaHMHA HE3aBUCUMO OT T10J1a,
pachl, HAIIMOHAJILHOCTH, SI3bIKA, IPOUCXOXKACHUS U T.JI. HecMoTps HA TO, UTO TEpMHUHA
«TEHETUYECKUE TPU3HAKIY B TEKCTE CTATbU HE COJEPIKUTCS, IEPEUCHb 00CTOATEIILCTB,
110 KOTOPBIM HE JIOMYCKAETCS] JUCKPUMUHALIMS, OCTAETCSI OTKPBITHIM, CIEA0BATEIBHO,
MO’KHO CJIeJIaTh BBIBOJI, YTO T€HETUYECKHUE MPHU3HAKHK YEJIOBEKAa TaK)XE HE JOJIKHBI
ABJISITHCSI OCHOBAHUEM ISl JUCKPUMMHAIIAM JIFOICH.

B coBpeMeHHOM MHUpe MPOBEICHUE TEHETUYECKUX HCCIICIOBAHUN BCTPEUACTCSA
Bce yame. OHM CmOCOOCTBYIOT MOJCPHHU3AIMM METOAOB JICUCHHS, MPOPUIaKTUKE
Pa3JIMYHBIX HACJIEICTBEHHBIX 3a00JI€BaHUM, PA3BUTHIO MEIUIIMHBI U OMOTEXHOJIOTHM.
Co0iroieHre 0CHOBOIIOIATAFOITUX IIPUHITAIIOB IIPH ITPOBEASHUH TAKUX HCCIICIOBAHUI
ABJIAETCS BAKHEHMILIEW 3aJ1a4€ll MCCIIENOBATENIEH, TAK KAK UMEHHO B JJAHHOM CIly4ae

OyIyT MOTHOCTBIO COOTIOATHCS TTpaBa YeI0BEKa.
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