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STHYECKAS COCTABJISIOIIASI TEHETUYECKHUX
HUCCJEJOBAHUN

Kynamesa Ilommna CepreeBHa, MarucTpaHT IOPUINYECKOTO  (aKysbTeTa
CaMapckoro HAalMOHAJIBHOIO  MCCIIEOBATEIbCKOTO  YHUBEPCUTETAa  HWMEHU
akagemuka C.I1. Koponéna

B craree npoanHanu3upoBaHbl 0a30Bble 3TUYECKUE HOPMBI, OOO3HAUEHHBIE B
MEXIYHAPOJHBIX KOHBEHIUAX, MOCBAIIEHHBIX T'€HETHUYECKUM HMCCIIEJOBAHUSAM, U
NpU3BaHHBIC 3alIUTUTh TMpaBa M HMHTEPEChl oOiagaTeniel TeHETHYECKOH
uH(popManuyU, MNOPEIOKEHO HOPMUPOBATH OCHOBHBIE W3 HHX B paMKax
OTEUECTBEHHOI'0 3aKOHOJATENIbCTBA B HA3BaHHOW cdepe. ABTOPOM paccMOTpPEH
IPaBOBOM CTATyC M NOJYEPKHYTa POJb KOMHUTETA IO 3THKE B IIPOLIECCE MPUHATHS
pElIeHU, NMPUHUMAEMBIX MEAMIMHCKAMH YYPEKICHUSMU W BpadaMu, B XOJe€
Hay4YHBIX OMOMEINIIMHCKUX U3bICKaHUI.

KiiroueBble ci10Ba: TEHETHYECKHE UCCIEIOBAHMS, HJTHUYECKUE IPUHIIMUIIBL,
KOH(PUIEHIIMAIBHOCTh, KOMUTETHI 110 ITHKE

ETHICAL COMPONENT OF GENETIC RESEARCH

Kudasheva Polina Sergeevna, Master of Law, Samara National Research University
named after Academician S.P. Korolev

The article analyzes the basic ethical standards outlined in international conventions
on genetic research and designed to protect the rights and interests of holders of
genetic information, it is proposed to normalize the main ones within the
framework of domestic legislation in this area. The author reviewed the legal status
and emphasized the role of the ethics committee in the decision-making process
made by medical institutions and doctors in scientific biomedical research.
Keywords: genetic research, ethical principles, confidentiality, ethics committees

CrpeMuTenbHOE Pa3BUTHE TE€HETUKU MPUBOIUT K BO3PACTAHUIO €€ POJIM B
pa3IMUHBIX 00JacTAx oOliecTBeHHON >ku3HM. Kak crpaBemyiiBo oTMeuyaeTcs B
auTeparype, B OOJBIIMHCTBE CIIy4aeB pe3yJIbTaTOM M3bICKAaHUW B JTOM
HamnpaBJICHUU CTAHOBATCS MEIUIIMHCKUE U TEHETUYECKUE OTKPBITHUS U IOCTUXKCHUS,
HampaBJIeHHbIE Ha OOprOy € OONE3HSIMU U YJIYYIIEHHE COCTOSIHUS 3J0pPOBBS
JHoz[eﬁl. He meHee 3HauMMBbI OJIyYEHHBIE PE3YIIbTATHI U ISl CEJIbCKOTO XO35IMCTBA,

Lom: I'uatep E.K. Menununckas reneruka: yueOnuk. M.: Menununa, 2003. C.11.
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MPaBOOXPAHUTENbHON cucTeMbl U mp. C OIHON CTOPOHBI, OOIIECTBO B IIEIIOM H
0COOCHHO Hay4Hasl Cpe/ia 3aMHTEPECOBAHbI B CHSITUU OTPAaHUYCHUI U 3alIPETOB MIPHU
MOJTYyYEeHHH, 000pOTE U MPUMEHEHUM N€HETUYECKUX JAHHBIX, C APYroi, B LIEHTPE
BHHMAaHHS TaKHX pa3padOTOK OCTPO CTOUT MpodJieMa COONI0ACHMS ITpaBa YeI0BEKa
U o0ecrieueHus rapaHTuii UX HEMPUKOCHOBEHHOCTH.

To ecTh, Ha MEpPBBIN IJIaH BBIIBUTACTCS ATUYECKAs CTOPOHA MPOBOIUMBIX
UCCJIEIOBAHUM M peaju3yeMbIX MpoekToB. [lo »ToMy mMOBOAY B JIOKTpUHE
HEOJHOKPATHO TIOJYEPKUBAJIOCh, YTO BICUATIISIONIME YCIEXW B 00JacTh
31paBOOXPAHEHUs C MTOMOINILI0 MPUMEHEHUS OMOTEXHOJIOTUI HapsiAy ¢ OYEBUIHOMN
MOJIB30U ISl Pa3BUTHS MEIUIIMHBI HECYT B ce0¢ M MHOTOUYMCIICHHBIC PHUCKH, UTO
TpeOyeT ONepaTUBHBIX JEUCTBHM, KakK CO CTOPOHBI KaXXJIOTO OTIEIbHOIrO
rOCYIapCTBA, TAK H BCETO MEKIYHAPOIHOE COOOIIECTBO B LIEIOM .

Kak cnencrtBue, B mocieaHUE ACCATUIIETHS C TOSBICHUEM HOBEUIINX
TeHETUYECKUX Pa3padOTOK MMOCTENEHHO MOJEPHHU3UPYETCA W MpaBOBasi CUCTEMA,
COMPOBOXKIAIONIAS JaHHBIA CETMEHT MEIUUMUHBI W Ouonorun. WM, B mepByro
ouepellb,  BaXHbl  NPUHUUNHAIBHBIE  TIOJIOKEHMS,  TOSBUBIIMECS  Ha
MEXKJYHApOJAHOM  ypOBHE, KOUMH  CJIEAyeT  PYKOBOJACTBOBATHCS  MpH
OCYILIECTBJICHUM COOTBETCTBYIOIIETO BUJA JAesATENbHOCTU.. Hampumep, B
KonBeHunn o 3amure mpaB M JOCTOMHCTBA YEIIOBEKA B CBS3UM IPUMEHEHUEM
JIOCTIKEeHU Ouonoruu u  menuuubbl  (1997), mnponexiiapupoBaH — 3amper
JUCKPUMUHALIUM 10 TEHETUYECKUM XapaKTepUCTHKAM 4YEJIOBEKAa, YTO BaKHO
NPUMEHUTENBHO K (OPMUPOBAHUIO TPYIOBOTO, CTPAXOBOrO W OAHKOBCKOTO
3aKOHOJATEIbCTBA, B YacCTHU OMNPEIESICHUs] CYOBEKTHOTO COCTaBa M IMPABOBBIX
BO3MOXKHOCTEM YYaCTHUKOB CKJIAJIBIBAIOIINXCS B HA3BAHHBIX CEKTOPAaX IKOHOMHUKH
oTHowmieHUH. [ToMuMO 3TOro yaeiaeHo BHUMaHUE LIEJIEBOM HaIpaBJIEHHOCTH cOopa
TeHETUYECKUX JaHHBIX M TOMUYEPKHYTA BAKHOCTh O0S3aTEIIBHOTO MEIUIIMHCKOTO
KOHCYJIbTAIIMOHHOTO  COTPOBOXKJICHHSI  CHCIHAIUCTOM-TEHETUKOM  JIFOOBIX
OJIHOMMEHHBIX MEIULMHCKUX Tpouenyp. B npyroMm, He MeHee 3HAYMMOM, aKTe:
Jlexnmapani 0 TreHOME 4deloBeka W TpaBax uenoBeka (1997) 3akperuieHsl
KJIFOUEBBIE MpaBUiIa 0 HEOOXOAMMOCTH BCECTOPOHHEHN MpeABaPUTEILHON MTPOBEPKE
MOTEHIIUAJIHBIX OMACHOCTEH M MPEUMYILECTB ACSITEIBHOCTH B OOJACTU T'eHOMA
YeJoBeKa, U OTPa)K€Ha Beayllasl pojb CBOOOJHOTO U SICHO BBIPAXKEHHOTO COTJIACHs
JIMIIa Ha UCCIEOBAHUE M MPABO Ha CHPABEIMBYIO KOMIICHCAIIUIO MPUYUHEHHOTO
emy Bpena. B ngokxymentax CoBera EBpormbl Takke HEOTHOKPATHO (DUTYPUPYIOT
nepevnciieHHble  0a30Bble Hadana. Kpome TOro, akieHTUPOBAHO BHUMAaHUE Ha
KaueCTBE T€HETUYECKHX YCIYT, MOJAEPKKE MAlUEHTOB, MPUHIIUIE CTPAXOBAHMS

! KaromoBa A.P. 3a1u1/1Ta npaB 4YCJIOBCKa B KOHTCKCTC MNPUMCHCHHA COBPEMCHHBIX

O6uoTexHoaoruii: Hekoropsle mpobiemst // FOpuct. 2019. Ne 1. C.65.
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npo(ecCHOHANbHOM ~ OTBETCTBEHHOCTH  CIELMAJIUCTOB U COOJIIOJIEHUU
po(eCCUOHATEHON TaiTHBI.

OnHako MEXIyHapOJHbIE KOHBEHLMU COepXaT JHIlb OO0IMe Hadama,
HY)KJIalOIIMeCs] B JIeTaIu3allid W HOPMATHBHOM 3aKpEIUIEHMH BO BHYTPEHHEM
3aKOHOJATEIbCTBE, PETrYJIMPYIOIMIEM OTHOILIEHUS, BO3HUKAIOUIUE B PA3IUYHBIX
CEKTOpax FeHETHUKHU.

AHanu3 reHeTUYeCKUX HUCCIEN0BAaHUM B 1I€JIOM, MEXAaHU3MOB BHEAPEHUSAX UX
JOCTHKEHUM W TOPSAKA MCIIONb30BAHMS TMOJYYCHHON B UX XoJe MHPOpMaIuu B
pakypce cOOJIOJEHUs 3TUYECKHX IPUHLMUIIOB U TMPAaBUJI — BAXKHBIA 3JIEMEHT B
O00oprOe cO 370yNnOTPEOICHUSIMH B OTHOIICHWW TAIMEHTOB W TIPEIOTBPAIICHHE
HapyILIEHUs UX MpaB. ITO 00YCIOBICHO TECHOW CBA3BIO HAYYHBIX MCCIEIOBAHUN C
STHYECKHMH BONPOCAMH'. DTHYECKHE aCNeKThl (HUIYPHPYIOT M B paMKax
pPaccMOTPEHMsI MHOXKECTBA CYAEOHBIX JIe), B TOM YHCIIE CIIOPOB, pacCMaTpUBaEMBbIX
EBporneiickuM CyJ0M [0 IpaBaM delIOBeKa’, 9YTO JHMIIHHI pa3 MOATBEPIKAAET
[IEHHOCTh PAacCMOTPEHUS MCCIEAOBAHUN B 00JACTH T'€HOMa YelOBeKa C MO3UIM
ATUKH.

B uuncne pyKoBOASIIMX STUYECKUX HAadyall MOYXKHO Ha3BaTh CIEIYIOUIUE: «Jesai
0J1aro», «He HaBpeIn», MPUHILIMIIBI «ABTOHOMHH JINYHOCTH» U «CIPABEAJIUBOCTA» U
npaBujia UHPOPMUPOBAHHOTO COTJIACHS, MPAaBAMBOCTU M KOH(PHUACHLNAIBHOCTH.
OHM o03Ha4alOT CcO CTOPOHBI Bpauya HEOOXOJUMOCTb OCYIIECTBICHUS BCETO
KOMIIJIEKCA MEp IO MPEJOTBPALIEHUIO Bpela W BOCCTAHOBJIECHUIO 310POBbS
00JIbHOr0, HEIOMYCTUMOCTb HEIEIeCO00pa3HbIX U PUCKOBAHHBIX MaHUIYJISAIHH,
oOecrieyeHrne paBHOM AOCTYNHOCTH MEAMIIMHCKON MOMOILM U PECYpPCOBIUISL BCEX
rpaxaad. Bpaud poipken yBaXkaTb CBOOOAY M JOCTOMHCTBO IMAaIMEHTOB,
MH()OPMUPOBATh UX O TUIAHHPYEMBIX W MPOBEICHHBIX JIEUCTBHUSIX MEIULMHCKOTO
XapaKTepa U pe3yJbTaTax MOCIEIHUX, COXPAHITh B TallHE CBEJIEHUS O MalUEHTE U
ero cembe. J[OCTyn K MOJYyYEHHBIM CBEIECHUSAM JUIS TPETBUX JIHUL] BO3MOXEH TOJIBKO
c comacus oOnamarenass COOTBETCTBYIOLIEH TeHETHYeCKoW uH(pOpMaluu.
OcnoxHser npobiieMy HEOJHO3HAYHOCTh BO3HMUKAIONIMX B XOJ€ TE€HETHYECKHUX
TECTUPOBAHUI W KOHCYJIBTUPOBAHMM CHUTyalMil: ObIBa€T, 4YTO Bpau-TEHETHK
OJTHOBPEMEHHO JOJDKEH YperyJupoBaTh M BbIpaOOTaTh CBOIO MO3ULHUIO IO
HECKOJIbKUM CIOPHBIM MOMEHTaM (BO3MOXKHO MPOTHBOpEYAIIMM JApYT Jpyry). B
YaCTHOCTH, JOMYCTUMOCTh  HApYIICHWs MPUHLMNA  KOH(HIECHIHATbHOCTH
uH(pOpMaLKH, MOATBEPKAAIOIIECH PUCKU PAa3BUTHUS HACJIEICTBEHHBIX 3a00JIeBaHUN

! Cm.: Knunnueckas reneruka: yueGuuk/H.IT. Bouxos, B.IT. Ty3sipes, C.A. CMUpHUXHHA /IO
pen. H.IL. BoukoBa. 4-¢ u3x., non. u mepepad. 2011. C.11.
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Y POJICTBEHHHKOB KOHCYJIBTHPYIOIIETOCs, HE JAIOIIETO COTJIACHs Ha €€ COOOIIeHUE
MOCTEAHUM, dTUYHOCTh JTUATHOCTUKU HEU3JICUUMBIX 3a00JIeBaHUM, IPaBO HA OTKA3
OT TOJTydeHHsI HHGOPMAITIU U OJHOBPEMEHHAs HEOOXOAMMOCTh €€ PACKPBITHSI TIPH
yIrpo3e JKM3HU ManueHTa u japyrue. He Bcerma yperyiupoBaHHEe BO3HHUKAIOIIMX
IPOTHUBOPEYM BO3MOXKHO U I€JIecO00pa3HO BO3Jararh HCKIIOYUTEIBHO Ha
crenuaJncTa-reHeTHKa.

B HekoTopbhIx 3apyOeKHBIX TOCyAapCcTBax, Y€l IIEHHBIM ONBIT MOXKHO
WCIIONB30BaTh NI POCCUUMCKON CHUCTEMBbI MPABOBOIO PETYJIMPOBAHUS YKE HMEET
MECTO  JeTajau3aiusi  MpPaBOBBIX  HOPM,  OMOCPEAYIOIIMX  T€HETHYECKHUE
WCCIICIOBAHNUST YW BKIIOYAIONIMX HJTUYECKUE IMpaBWia B KAyeCTBE COCTABHBIX
3JEMEHTOB mnocieaHux. B fnonum, B wactHOCTH, wU3MaHO «PyKOBOJACTBO MO
TEHEeTUYECKOMY OO0CJIe0BaHUIO», TpeOyrolee TMpPeJIOCTaBICHUSI CO CTOPOHBI
MEJUIIMHCKOTO YYPEKJICHUS IIOJHOW W TpaBIMBOM HHGOpManuu O OOJIe3HH,
YEeTKOro  OOO3HAYECHHMS  JalbHEHIIUX  IIPOTHO30B caMOMy  MAIlMeHTy |
poACTBeHHHKaM ( Ba)XHO OTMETHUTb, YTO IIpaBa WICHOB CEMbH COOJIIOJIAFOTCS
paBHBIM 00pa30M, KaK TOJIBKO Pe€Ub 3aXOJUT O TEHETUYECKUX UCCIETOBAHUIX U UX
MOATBEPKIACHHBIX  PHUCKaX), O000COOJEHHO  MOJYEPKUBAIOTCS  IPUHIUIIBI
TOOpPOBOJLHOCTH HUCCIEJOBAHUM, W aBTOHOMHUM BOJU 0OCIEIyeMOro Jiuia
OTHOCHUTEJIFHO COOOIICHUSI O UX pe3ysibTaTaX. AKTHBHAs poJib OTBeJCHaA paboTe
ATUYECKUX COBETOB. B I'epMaHuMM aBTOHOMHBIM 3aKOHOM OIPEACIIEHBI YCIOBUS
MPOBEICHUA TEHETUYECKOW JUArHOCTUKH, 3aTparvBalrolide, B TOM 4YHCIIE,
00513aTeIbHOCTh COOJIIOJICHUE HEKOTOPBhIX JTHYECKHMX ITOJOKeHUH. B kadectBe
TAKOBBIX YKa3aHO Ha HEOOXOJAMMOCTh WH(DPOPMUPOBAHHMS U KOHCYJIHTUPOBAHUS
MMalMeHTa He TOJIBKO O MEAWIIMHCKHX, HO M O ICHXOJOTMYECKHX M COIIHAJbHBIX
MOCJIEACTBUSIX UCCIICIOBAHUS, IPUYEM JI0 Ha4asa Ipoueayp, U YTO HEMaJIOBaXKHO —
JUIS. UIX OpraHu3aiuu Tpedyercs coriacue MeXIUCIUIIHHAPHOTO KOMHTETa I10
atuke. [loMuMO 3TOro, 3akperieHbl TPEeOOBaHUS K COASPKAHUIO TCHETHYCCKOU
KOHCYJIbTAllUH, TIPOBOJIMMOM TOJILKO TIPH HaJJISKAIEM OOBSICHEHUH TpaKJaHaM e¢
nejaed W MoApoOHOM  ONMMCAHUM BCEX  IPEANOJIaraeMbIX  MEPOIPUSITHH,
YCTAHOBJICHUM TMPEUMYIIECTB M PHUCKOB, YKa3aHUU Ha aJbTEPHATUBHbBIC
MPOUEIYPHI, €CIIU OHU JIOHYCTI/IMbll.

Kak ™Mbl Moriaum BUAETh paHee, HE BCErja YperyJupOBaHHE BO3HUKAIOIIUX
HPaBCTBEHHBIX  JWJIEMM  IeJecooOpa3HO  Bo3jaraTh  HCKIIOYUTEIBLHO  Ha
cnienuanicTa-renetuka. [Ilpocro HeoOxoauMo HaMYMEe KOHCYIHTAI[MOHHOTO JIHOO

'Cm.: Bapnen M.B. Mamkosa K.B. 3ennn C.C. Bapum A.JI. Cysopos I'.H. IIpoGiemsr
OIpeJIeJIeHUs IPEeIeIOB TOCYJapCTBEHHOTO BMEIIATEIbCTBA B c(hepy OpraHu3aIly U MPOBEICHUS
T€HOMHBIX HCCIIEZJOBAHUM C Y4YeTOM MpPaKTUYECKUX U  (YHKIUOHAJIBHBIX 3HAUYEHUH
CaMOPETYJIMPOBAHUS CO CTOPOHBI MpodeccuoHanbHOro cooduiectsa. // I'ocyaapcTBeHHas BIacTb
u MectHoe camoympasienue. 2019. Ne 8. C.60.
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COTJIACYIOUIETO KOJUIEKTMBHOTO OpraHa B 3TO cdepe. YCUIICHHE U pacHIMpEeHHE
(GYHKIIUNA KOMHUTETOB IO ATHKE, CIECIHAIBHO CO3JaHHBIX JIJIT KOHTPOJSA B cdepe
TCHETHYECKUX HMCCIICOBAHUMN, SBISETCS, HA HAIl B3IJISAM, HEOTHEMJIEMON YacThIO
mpolecca MOJEPHHU3AIMH  POCCUKMCKOTO 3aKOHOAATENIhCTBA B  HCCIEIYEMOM
HampaBieHUH. l[Ipudyem Takwe CTPYKTYpHBIE TOIpa3AciieHUs HEOOXOIAMMBI Kak
BHYTPM CaMOW oOpraHuM3anuud. Tak © JOMyCTUMa UX [CHTpAIM3AIHS W
KOOPAMHAIIU.

Poccuiickasi HopmaTuBHas 0a3za, O€3yCJIOBHO, HYXJA€TCi B OOHOBJICHUM B
YaCTH YPETYJUPOBAHUS AITHYCCKOW COCTABIISIIONICH TMPOBEIACHUS TEHETHUYECKHUX
nporenyp. Ha mumo HamoOHOCTH BHEIpPEHUS KaK OOIMMX, TaK W CHCIHATHHBIX
MpaBUJI, COMPOBOXKIAIONIUX OTACIbHBIC ITAlbl WM HAMPABICHUS TE€HETUYCCKUX
uccienoBanuii. B nuTeparype mnpeasiaraeTcsi MPUHITHE KOMIUIEKCHOTO 3aKOHA,
JETANbHO PETYIHUPYIOLIETO MPOBEACHUE TE€HOAUMArHOCTUKH, TEHOTEparuu |
FeHETUIECKOr0 KOHCYIBTHPOBAHUSA' B CHCTEME KOTOPOrO IOIYCTHMO, C HAIIeit
TOYKH 3pEHUsS, Y4YecTh W BEIyIIMe 3TUYeCKHe Haudaja. KoHe4YHO, ITHYecKue
MOMEHTBHI, BO3HHMKAIONIME B  XOJ€ METUIMHCKOW W  HWHOHW  Hay4dHO-
HCCIIEIOBATENIbCKON  JESTENbHOCTH,  JOCTaTOYHO  CIIOKHO  yperyJIupoBaTh
MOCPEJICTBOM HOPM IIpaBa, YYUTHIBAS YHHUKAIBHOCTh M OIICHOYHBIH XapakTep
BO3ZHUKAIOIIMX CUTYallUii, TEM HE MEHEE B LIETSAX COOJIOJECHUS MpaB oOJianaTesneit
reHeTHYeCKO WHGOpMAIMK, 3allUThl UX KU3HU M 3J0POBbS OT BO3MOXKHBIX
PHUCKOB, Haspena HEOOXOIUMOCTh JIETAIbHOTO 3aKpeTuieHus 0c000 3HAYMMBIX
MOJIOKEHUI 3TUYECKOTO XapaKTepa.
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