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AHHOMayusA. B cmamee ocywiecmaneH aHaAU3 KAo4Yegsix UCMOYHUKO8 MeXOYHAPOOHO-Npago-
8020 peaynuposaHus Npouedypsi NpedumnaaHmayuoHHol eeHemuyveckol ouazHocmuku (M1).
Asmopsl 060CHOBbIBAIOM 8bI800 O MOM, YMO CHOPMYAUPOBAHHbIE 8 OGHHbLIX UCMOYHUKAX mpe-
608aHUSA U NPUHYUNGLI Mo2ym Bbimb YCneuwHO UCnos16308aHb! 014 pPA38UMUSA U CO8EPUIEHCMBO8A-
HUA HaYUOoHAasn6Ho20 npasoso2o pexcuma M. Onpedensromcs 0CHOBHble HANPABAEHUSA MAKO20
ucnone308aHuUsA. Bo-nepseix, 8 kKayuecmeae ycnosuli 015 nposedeHus 1] Heobxodumo paccma-
mpusame Hasnu4yue eeHemuyecKkol npedpacnonoxceHHocmu K onpedeseHHoMy 3a601e8aHuUI0
Usu XpOMOCOMHOMY HAPYyWeHUIo (Hasau4yue MmeduyuHCKoU uenu) u nosyyeHue KeaauguyuposaH-
HOU KOHCYnemayuu cneyuanucma-2eHEMUKA O MexaHu3me U nocaedcmausax 0uazHoCmMuKu. Bo-
8MopbIX, 0MoesnbHo20 HOPMAMUBHO20 NPABOBO20 pPeayaAuposaHus mpebyem npasosol percum
eeHemuyeckol uHgopmayuu, nonydeHHol 8 xooe [1[/]: onpedenss makosol, 3akoHodamesb 00s1-
HEeH pyKosooCcmaeosamsCca mem, Ymo s1toboe 8Meuwamenscmao 8 2eHOM Ye/108€Ka, HaNPasaeHHoe
Ha e20 MOOUUKALUID, MOXem bbimb OCYyUWecmseHo AUWb 8 NPOGUAAKMUYECKUX, duazHoCmuye-
CKUX UnU mepanesmu4eckux Uensax. B ceA3u ¢ amum 8axcHO ycmaHo8ums 3anpem Ha nposedeHue
M 8 coyuaneHsix Yensax (ombop ambpuoHa N0 KOHKPEMHbIM XapaKkmepuCmuKam, ycmaHosaeHue
co8mMecmumMocmu nomeHyuasn6Ho20 OOHOPA U Op., HE 02PAHUYUBAACE NPU IMOM MOsbKO 3anpe-
mom Ha 86160p Noa aMOPUOHA, KOMOPbLIL 8 HACMOAWULU MOMeHM ycmaHosseH pocculickum 3a-
KoHoOamenbcmeom). B-mpemeux, omoesnbHo20 HOPMAMUBHO20 NPABOBO20 PeayIuPOBAHUA mpe-
b6yem npobaema UHHOPMUPOBAHUA NAUUEHMA O Pe3yabmamax uccaedo8aHusA: NOMUMO npasa
6b6IMb UHGHOPMUPOBAHHbLIM O MAKOBbIX, HEOOX0OUMO NPU3HAMb 3a UHOUBUOOM MAKH(e «NPaso He
3HaMbL», 0CO6EHHO aKMyasibHoe 0718 NPO2HOCMUYECKUX 2eHemMuUYecKux ucci1edo8aHul.
Kntouesvble cnoea: npedumnaaHmMayUoOHHAA 2eHemMu4eckas Oua2HOCMUKA, SKCMPAKOPNOopas16HOE
ons00o0meopeHue, BChoOMo2amersibHble penpodyKmuUBHbIE MexXHOM02UU, NPABOBOL PeHum, MeXOy-
HapoOHsIl 002080p.

DOI: 10.17803/1729-5920.2019.151.6.009-017

OTnpaBHOM TOYKON B onNpeaeneHnn npaBoBoro
pernma reHeTUYeCKnx nccaeaoBaHUm ABNAOTCA
06LWeNpU3HaHHbIE MPUHLMMbI U HOPMbI MEXAYHA-
poAHOro npasa, 06 bEKTUBU3NPYIOLLMECA B Pa3HO-
ro pofa KOHBEHLMAX, Pe30I0LMAX, AeKNapaumax
N pyKOBOZALLMX NPUHLMNAX, GOPMYANpPyeEMbIX
MeXayHapoaHbIMM 06LWEeCTBEHHbIMU OpPraHu-
3aumAmMu. Peub naeT o TaKMX OpraHu3aumax, Kak
OpraHuzauma O6beanHeHHbIx Hauuii (OOH), Op-
raHmsaumnsa O6beanHeHHbIX Haumii no Bonpocam
obpasoBaHus, Hayku 1 KynbTypbl (OHECKO) 1 Co-
BeT EBponbl. 3HayeHmne TaKMX HOpPM COCTOUT B Nep-
BYIO o4yepeab B TOM, 4TO C MX MOMOLLbLO onpeaens-
OTCA OCHOBOMOANArAoLLNE UAEN U TEOPETUYECKME
KOHLENLMK, Haxoaalme 3aTem OTpaXKeHue B Ha-
LMOHaNbHOM 3aKOHOAATE/IbCTBE M MpaBonpume-
HUTENIbHOWN NpPaKTUKe.

Cpean pasINYHbIX BUAOB MHULLMATUBHDIX re-
HeTUYeCKMX UccnesoBaHMin Bce bonee Bo3pacTa-
foLen NoNyAAPHOCTbIO B MUpPE NOMb3yeTcA npe-
OVMMMIAHTaLMOHHAA reHeTMYecKan AMarHocTmka
(Nr4Q) — reHeTUYeCKMiA TeCT, NPOBOAUMBIN B pam-
Kax TEXHOJIOTMM IKCTPAKOPMNOPaAbHOIo On/a1040T-
BopeHua (3KO), cogeprkaHue KOToporo npeano-

2

naraet nposeaeHne 6UONCUU KNETOK 3MBpUOHa
[0 ero UMnNAaHTauMu B MaTky ANA UCKNOYEHUSA
PUCKOB Pa3BUTUA TEHETUYECKUX OTKAOHEHUI UK
XPOMOCOMHbIX MyTaumnit2, HecmoTpsa Ha npume-
HeHue Ml B 04HOM U3 Ba*KHEWULWKUX OTpacnemn
MeAULNHCKON HAayKNM — BCMOMOraTe/IbHbIX pe-
NPOAYKTUBHbBIX TEXHOJIOTUAX, MPABOBOMN PEXKUM
MNrA s Poccun He oTanyaeTca nocaeaoBaTes/ibHbIM
HOPMATMBHbIM peryanposaHuem. B degepanbHom
3aKoHe oT 21 Hosbps 2011 r. Ne 323-d3 «06 oc-
HOBAX OXpPaHbl 340POBbA rpaxaaH B Poccuiickon
depepaumnmny», a TakKe B MNopagKe Ncnosb3oBaHMA
BCNOMOraTeNbHbIX PENPOAYKTUBHbIX TEXHO/IOMMN,
YTBEPKAEHHOM NpuKazom MuHsgpasa Poccum
ot 30 asrycta 2012 r. Ne 107H, ycTaHaBAUBatOTCA
Nnwb obLme orpaHMYeHusn, cBA3aHHbIe C NpoBe-
AeHNEeM reHeTUYEeCKNX uccaeaoBaHUi.
PaccmaTpumBas BONpoC O NPaBOBOM pexkume
MNr4, Henb3n He 06pPaTUTb BHUMAHUSA Ha TO, YTO
cama npoueaypa, YC10BMA N NOPAAOK ee NpoBse-
AEHUA, LENCTBYIOLLME OTFPAaHNYEHUS U T.M. 0cobeH-
HOCTM He ABAAIOTCA NPeaAMeTOM CaMOCTOATENb-
HOro HOPMaTUBHOIO NMPaBOBOrO PeryMpPoBaHMA
B aKTax MeXXAyHapoAaHOro npasa Uan mexayHa-

Cm.: Simpson J. L., Rechitsky S., A. Khattab, New M. Chapter 29 — Prenatal Diagnosis and Treatment of Genetic

Steroid Disorders // Human Reproductive and Prenatal Genetics. 2019. P. 656.
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POAHbIX CTaHAapTax. Bmecte ¢ Tem 3HauuTenb-
HOE KO/INYEeCTBO MeXAYHapPOAHbIX LOKYMEHTOB,
OTHOCALWMXCA K chepe reHeTUKN UAN TEHOMUKMK,
No3BOJIAIOT COCTaBUTb HEKOTOPOE NpeacTaBe-
HME O MPUHLMNAX HOPMATUBHOTIO pPeryiMpoBaHus
[AaHHOMN OTPAC/IN reHeTUYECKUX nccnesoBaHmind,
He cTaBA 3a4a4 No KOMMNJIEKCHOMY aHanun3y BCex
CYLLLECTBYIOLLMX MEKAYHAPOAHbIX HOPMATUBHbIX
NpPaBOBbIX aKTOB, OCTAHOBMMCA Ha Hanbonee 3Ha-
YMMbIX OKYMEHTAX, COAEPKAHNE KOTOPbIX MOXET
6bITb NONE3HO A1A OLLEHKM NEePCneKkTUB Pa3BUTUA
OTeYyeCcTBEHHOro 3aKOHOAATE/IbCTBA M NPABONPU-
MEeHUTENbHOW NPaKTUKK B chepe M.

MepBbl 4OKYMEHT, O KOTOPOM C/eayeT CKa-
3aTb B 3TOM cBA3n, — [eKknapaymsa CoBeTa MexK-
AYHapOAHbIX OpraHM3auUnii MeanLMHCKUX HayK
(CIOMS), npunsTas B urone 1990 r. B ropoae NHys-
Mma (AnoHwua) no ntoram KoHdepeHLMM «leHeTHKa,
3TUKa M Ye/IoBEeYEeCKMe LLeHHOCTU: KapTUpoBaHue
reHoma 4YesnoBeKa, reHeTuKa. CKPUHUHT 1 Tepa-
nua»?. OCHOBHbIM NOBYAUTENbHBIM MOTUBOM
K MPUHATUIO JOKYMeHTa B popme AeKknapauuu no-
CNYXUAKM onaceHus no nosogy cobatogeHuma npas
YyesloBEKa B paMKax O4HOMO U3 KPYMHENLLINX MeXK-
OYHApPOAHbIX HAYYHO-UCCe0BaTeIbCKMX NPo-
€KTOB, Le/ibio KoToporo 6blno onpeaeneHme no-
CNefoBaTeNlbHOCTU HYKNeOoTUA0B, COCTAaBAAOLWMX
[OHK yenoseka, n ngeHTMPUKauma 20—25 Tbic. re-
HOB B YesioBeYeckom reHome (npoekt The Human
Genome Project, HGP). Mexay Tem cogep:kaHue
Oexknapauum CIOMS popmmpyeT NpUHLUNNANABHO
Ba’*KHble rapaHTUmM B YacTn npumeHeHua MNra.

TaK, BBUAY 3aKpenaeHua NpuHLmMna npuopu-
TeTa 6bharononyyma nMua, NOABEPrHYTOrO reHeT!-
YeCcKOMY MCCef0BaHUI0, U KOHOMAEHLMANBHOCTH
ero pesynbtaTtoB chOpmMyaMpoBaHo TpeboBaHue
06 afleKBaTHOM reHeTUYECKOM KOHCY/bTUPOBa-
HUWK, T.€. 0 KBAIMOULMNPOBAHHOM PA3BACHEHUN
MaumeHTy Xofa NpoBeaeHUA reHeTUYECKOro nccne-
[0BaHMA N 3HaYeHuA ero pesynbTaToB. OTaenbHO
paccMOTPEH BOMPOC O BO3MOXKHOCTU BMeLIaTe/b-
CTBa B NMPOLLECC Pa3BUTUA YETOBEYECKOTO IMBpU-
OHa Ha reHeTMYeCKOM YPOBHE Ha OCHOBAHWUMU U C
NMOMOLLbIO PEe3yNbTaTOB reHEeTUYECKOTo Uccneno-
BaHMA (BKtoYas u NI, B COBPEMEHHbIX YCOBUSAX).
lapaHTMelt 060CHOBAHHOCTM TaKOro BMeLLaTe N b-

CTBa ABNAETCA OrpaHMyeHune chepbl reHeTUYECKUX
nccnefoBaHU M Tepannu Ciy4asaMu BblsiBNEHUA
W NpeaynpexKaeHns coCToAHUN 1 3aboneBaHun,
BNEKYLNX 33 cOBOW CyLLeCTBEHHbIE OrpaHNYeHus
KU3HeAeATEeIbHOCTM Ye/I0BeKa BNAOTb A0 MHBA-
AmaHoctu. OTmedaeTca, YTO BMELLaTeNbCTBO He
OO/IXKHO NPOBOAMTHCA UCKIOUYUTENBHO C LLeNbo
YCUJIEHMA AN NOJABNEHMA KOCMETUYECKUX, MO-
BeAEHYECKMX AN KOTHUTUBHbIX NPU3HAKOB, KOTO-
pble He cBA3aHbl C KAKUMU-INBO U3 NPU3HAHHDIX
3abosieBaHUM YenoBeKa. [NPUMEHUTENBHO K UC-
cNefoBaHMAM Ha aMbpMoHe YenoBeKa oTaAeNb-
HO YKa3aHo, YTO TaKuMe uccaenoBaHuA TpebytoT
0bCyKOEHMS C 3TUYECKON U TEXHUYECKOWN TOUYKK
3peHun, npu aTom nx 6e3onacHOCTb A0XKHa ObiTb
NOATBEPXKAEHA KAMHUYECKMMU UCTIbITAHUAMMN.
Taknum 0bpasom, B OTCYTCTBME KOHKPETHbIX NO-
noxeHwui o npoueaype Mr4 Aexknapaunsa CIOMS
Tem He meHee popmupyeT 6a3oBble rapaHTUK,
NPUMEHMMbIE TaK¥Xe K OTHOLEeHMAM B chepe BCno-
MoraTe/ibHbIX PeNPOAYKTUBHbIX TexHoormi (IKO)
W CONYTCTBYHLLNX FEHETUYECKUX UCCe0BaHNM
(NrA, B yactHocTK). Ocoboe 3HaYeHMEe UMeET yCTa-
HOB/IeHWe Npeaenos AONYCTUMOro BMeLlaTenbCTaa
B chepy reHoma YenoBeKa, Npu 3Tom TpeboBaHUe
0 HEAONYCTUMOCTU BMELLATE/IbCTBA UCKAOYUTE Tb-
HO C LLeNblo YCUNEHUA UAN NOAABNAEHUNA KOCMETH-
YeCKUX, NoBeAEHYECKNX U KOTHUTUBHbIX MPU3HA-
KOB NMO3BO/IAET FOBOPUTL O TOM, YTO U NpOBeAEHNE
NrA asnaerca He[ONYCTUMbIM B A@HHbIX Lensx.
Pa3BnBaloT cogepaHne OCHOBHbIX rapaH-
TUIA 3aLWUTbl NPAB YeNOBEKA NPU NPOBEAEHUN
reHeTUYeCKUX nccneaoBaHuim U UCNbITaHui Pe-
KomeHgaumm Komuteta muHuctpos Coseta EB-
ponbl N2 R (92) 3 0 reHeTUYECKOM TeCTUPOBAHUM
N CKPUHUWHIe ANa uenen 3apaBooxpaHeHmna’.
Tak, B YacTHOCTU, KomuteTom chopmMynnMpoBaHbl
11 NnpuHLMNOB, Ha KOTOPbIX HEOBXOAMMO CTPOUTb
NpPaBOOTHOLLEHUA B chepe reHeTUYECKUX nccne-
O0BaHWUM’, K YUC/TY KOTOPbIX OTHECEHbI: MPUHLMI
NHGOPMMNPOBaAHMA OBLLLECTBEHHOCTM O CYLLHOCTH
W 3HAYEHMUN UCCAen0BaHMN FTEHOMA YeI0BEKa,
NPUHLUN KayecTBa reHeTUYECKNX YyCayr, MpUHUMN
06A3aTeNbHOro reHeTUYECKOro KOHCY/IbTUPOBaHMA
N NoaAepKKN oA NoNb3oBaTeNen reHeTUYeCKMX
YyCAyr, NPUHUMN paBeHCTBA 40CTYNa, 3anpeTa AnC-

3 Cm.: PomaHosckuli I. b. MpaBoBoe peryinpoBaHMe reHeTUHECKUX UCCneaoBaHmnin B Poccun n 3a pybeskom //

Lex Russica. 2016. Ne 7. C. 96.

4 Cm.: 1991 International guidelines for ethical review of epidemiological studies // URL: https://cioms.ch/wp-
content/uploads/2017/01/1991_INTERNATIONAL_GUIDELINES.pdf.

5 Cm.: Council of Europe, Committee of Ministers, Recommendation No R (92) 3 on Genetic Testing and
Screening for Health Care Purposes (Feb. 10, 1992), reprinted in 43 International Digest of Health Legislation
284 (1992) // URL: http://humanrts.umn.edu/instree/coerecr92-3.html.
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KPMMMUHALMK, 3anpeTa Ha ycTaHoBAeHWe TpeboBa-
HUK 06 0bA3aTe/IbHOM reHeTMYEeCKOM nccaeaoBa-
HUK (NPUHLMN camoonpeneneHns OTHOCUTENbHO
HEobX04MMOCTU FreHETUYECKMX UCCIeA0BAHMUMN),
MPUHLMUMN CTPAaxoBaHMA NPodeccMoHaNbHOM OTBET-
CTBEHHOCTM CNeLManncToB B chepe reHeTUYEeCKMxX
nccnenoBaHuii, npodeccnoHabHOM TalHbl 1 0be-
cneyYeHus XxpaHeHMA reHeTMYecKkon nHbopmauum.
OTHocuTenbHo M ocobblit MHTEpec npea-
CTaBAAET yperynaMpoBaHMe BONPOCA O BO3MOMK-
HOCTW pacKpbITUA MHPOPMALLUK, NONYHEHHOM
B pe3y/nbTaTe reHeTUYecKoro nccaefosaHma, and
nayMeHTa U TpeTbux aAuL,. MNpestommpyeTcs, 4To
nHbOopMaLmA, He ABNABLUAACA NpegMeTOM ucce-
[0BaHMA M NONYYEHHAA B XOAE ero npoBeAeHus,
MOMKET 6bITb COObLLEHA NALMEHTY TONIbKO B TOM
Cny4vae, eCc/iM OHa MMeeT HenocpeaCcTBEHHOE 3Ha-
YyeHWe aNA COXPaHEeHMA 300P0BbA NaLMEHTa UK
Y/seHOB ero cembu. Bo3MoXKHOCTb coobLEeHMA
Takol MHPopMaLMn B CUTYyaLMAX, KOTAA NAUMEHT
OTKA3bIBAETCA OT €e NOJIyYEHUA AaXKe B C/yyae
Yrpo3bl AN1A }KU3HWU, AOMKHA ObITb NOAKPENIeHa
HaLMOHabHbIM 3aKOHOAaTeNbCTBOM. M3 BCcero
BbILLIECKA3aHHOIr0 MOXHO CcAenaTb BbiBOA, YTO
npoueaypa M4 moxeTt paccmaTpmBaTbCA TO/IBKO
KaK cpeacTBO NonyvYeHMsa MHGOPMaLUMM O BO3MOXK-
HOCTM Hacneg0BaHUA U/UAN PAa3BUTUA XPOMOCOM-
HbIX OTKNOHEHWUI nnn 3abonesaHnin, onacHbIX ANA
YKM3HU YesloBEKa, NOCKOJ/IbKY He npeanosaaraerca
nposefeHme reHeTUYeCKMX NccnesoBaHnm n Te-
panuu B coumanbHbIX Lensax (oTbop ambpuoHa no
KOHKPETHbIM XapaKTepUCTMKam, onpeaeneHune
nosa 6yayuiero pebeHka, ycTaHOB/IEHUE COBME-
CTMMOCTM NOTEHLMANbHOIO AOHOpPA U Ap.).
Cpeau mexayHapoAHbIX AOrOBOPOB Npume-
HuTenbHo K NI, oTaenbHo cnepyet OCTaHOBUTLCA
Ha EBponelcKkoi KOHBEHL MM NO NpaBaM Ye/IoBeKa
n BromeanumHe ot 4 anpena 1997 r.6 YkasaHHbIN
OOKYMEHT, B OT/IMYME OT paHee PacCMOTPEHHbIX
pekoMeHAaTeNbHbIX MONOXKEHUN, ABNAETCA 0bLe-
06s3aTeNIbHbIM 1A PATUPULMPOBABLLMX EIO rOCy-
0ApCTB U yCTaHaB/IMBAET NPUOPUTET AOCTOMHCTBA
N HEMPWUKOCHOBEHHOCTM CaMObbITHOIO YenoBeye-
CKOTo MHAMBWAA BKYME C rapaHTUAMM 3aLLMTbl OC-
HOBHbIX MPaB U cBO6OA, B OTHOLIEHUN NPUMEHEHUA
TEeXHONOrMM buomegmumHbl. JaHHaa KoHBeHLMA
daKTNYEeCKM pa3BMBAET NOMOKEHMA EBponeicKoit

KOHBEHLMM O 3aLLUTE NPaB Ye/0BEKA U OCHOBHbIX
cBobog (1950 r.) HenocpeacTBeHHO Ans chepol
b6uotexHonorni u uomeanumHebl. Mpm sTom B CT. 2
YEeTKO roBOPUTCA, UTO MHTEpechl U Brarononyyme
YyenoBeKa AO0/KHbI Npeobnagatb HaL eANHCTBEH-
HbIMUW MHTEpPecamm obLuecTsa UaM Haykn. OTaenb-
Hble HOPMbI NOCBALLEHbI FTEHOMY Ye/I0BEKa, BK/tO-
Yyasi PaCCMOTPEHME TaKMX aCNEeKTOB, KaK 3almTa ot
OVNCKPUMMHALLMKW YeN0oBEKa NO NPU3HAKY ero reHe-
TMYECKOro Hacneaus, rapaHTUM NPaB JIMYHOCTM NpU
NpPoBeAEHUM U UCMOJ/Ib30BAaHNWN PE3YIbTATOB NPO-
FTHOCTUYECKUX FeHETMYECKMX TECTOB, A0ONYCTUMbIE
npeaenbl BMelaTeNbCTBa B FreHOM Ye/ioBeKa U T.4,

HecKkonbKo NpUMHUMINaNbHbIX MOMEHTOB Kaca-
toTCA NopsiAKa U NOC/IeACTBUIN reHeTUYeCcKon gma-
FHOCTMKM, KOTOPble MOTYT BbITb PAaCNPOCTPaAHEHbI
n Ha Mr4. Bo-nepsbix, nccnegoBaHme Ha npegmer
HaNM4YMA reHeTMdeckoro 3abonesaHns Uan reHe-
TUYECKOW NpeapacrnonoKeHHOCTN K TaKoBOMY
MOTYT NPOBOAUTLCA TO/IbKO B MEANLMHCKUX LLe-
NAX U B LEeNAX pasBUTMA MeULUHCKOM HayKu
npu ycnoBun NnpeaBapuTenbHON KBannduumnpo-
BaHHOM MeAMUMHCKOMN KOHCYAbTaL MK Bpaya-re-
HeTuKa (cT. 12). M3 3Toro NonoKeHus BbITEKaET,
yto Ml moXeT NPUMEHATbLCA TONbKO B LLesAx
JleyeHun becnsioaus, T.e. AOCTUXEHUA Hanbonee
3pPeKTUBHOro pesynbraTa TaKOro 1e4eHUusn, Ka-
KOBbIM CYMTAETCA ycnewHoe npoayunpoBaHue
ambpunoHa, nepeHeceHne ero B N0JIOCTb MaTKK
M Noc/eayoLLee POXKAEHMA 340P0OBOro pebeHkKa.
Bo-BTOpbIX, BMELIATE/IbCTBO B reHOM Ye/I0BEKa,
Hanpas/aeHHOe Ha ero mogunduKaumio, MmoxeT
6bITb OCYLLECTBNAEHO UL B NPOOUNAKTUUECKUX,
OMNarHOCTUYECKMX MU TePANEBTUYECKUX LLENAX
W TONIbKO MPU YCNOBUK, YTO OHO HE HaNpPaBAEHO
Ha U3MeHeHWe reHoma HacnegHUKOB AAHHOTIO
yenoseka (ct. 13). JaHHaAa Hopma PpaKTUYECKK
3anpewaeT UCNOAb30BaTb AaHHble, MONYyYeHHbIe
npu NI, ons uenen, He cBA3aHHbIX C BbiAB/e-
HMEM XPOMOCOMHbIX HAPYLWEHWU U reHeTuYe-
CKK 0bycnoBneHHbIX 3abosieBaHMin. IHTepecHoO,
YTO B OTAENbHbIX EBPONENCKMX NPaBONOpsaaKax
B pa3BUTME ITOrO NONOXKEHMA YCTaHABAMBAETCA
3anpeT Ha NonyyYyeHne Kakon-1nmbo nHdopmaymu
06 3MbpunoHe, cTaBLLEN N3BECTHOM MO pe3ynbTa-
Tam MI4, nommmo MHGOPMaLLMKN O €ro KU3He-
cnocobHocTu/HexmnsHecnocobHocTn’. MHoraa

6 Cm.: Convention for the Protection of Human Rights and Dignity of the Human Being with regard to the
Application of Biology and Medicine: Convention on Human Rights and Biomedicine (Oviedo, 4.1V.1997) //
URL: https://www.coe.int/ru/web/conventions/full-list/-/conventions/rms/090000168007cf98.

7 Cm.: Finck C., Meister U., Stobel-Richter Y., Borkenhagen A., Brdhler E. Ambivalent attitudes towards pre-
implantation genetic diagnosis in Germany // European Journal of Obstetrics & Gynecology and Reproductive

Biology. 2006. Vol. 126. Iss. 2. P. 217.
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3TOT 3anpeT abcontoTMsnpyeTca Ao TpebosaHUA
06 06A3aTe/IbHOM NepeHeceHnn B MaTKy Bcex
¥KM3HECNoCcobHbIX IMOBPUOHOB, MOYYEHHbIX MO
pesynbratam dKOB. B-TpeTbmx, 1 3TO NOOKEHUE
y*Ke cambiM npsimbiM obpasom Kacaetca M4,
yCTaHOB/IEH 3aMpeT Ha BbI6Op Nona nNpu UCnosb-
30BaHUK BCMOMOTaTe/IbHbIX MEANLMUHCKUX TEXHO-
NOTUI AeTOPOXKAEHUSA, 32 UCKIIOYEHNEM C/TY4aAEB,
Koraa aTo AenaeTtca ANA NpefoTBPALLEHMA HAacne-
A0BaHuA byaywmnm pebeHkom 3aboneBaHun, cBa-
3aHHoro ¢ nonom (ct. 14). Takum obpasom, cosga-
OTCA NPeanoCbIIKM ANA YCTaHOBNEHMA 3anpeTa
Ha ncnonb3oBaHue pesyavratos MMM B uenax, He
CBA3AHHbIX C NOBbIWeHNEM 3GPEKTUBHOCTM NPU-
MeHEeHWNA BCNOMOTaTebHbIX PENPOAYKTUBHbIX
TEXHO/0TUN.

Bonee npegMeTHO yperynamposaHa npobaema
MHPOPMUPOBAHMA NaLMEHTA O pe3ynbTaTax re-
HeTUYeCKOoro UccienoBaHusA: Tak, B cT. 10 ynomu-
HaeTca nNpaBo 6bITb MHGOPMMPOBAHHBIM O CBOEM
30pOBbe, a TaK¥kKe NPM3HAETCA NPABO HEe 3HaTb
0 pe3y/bTaTax reHeTUYECKOro TecTa, YTo ocober-
HO aKTya/bHO, ec/u noaydeHHas uHpopmaymn
BbIXOAMT 3a Npeaenbl NnpeameTa ncciefoBaHumA
NMBO HOCUT NPOTrHOCTUYECKUI XapaKTep, T.e. Tpe-
6yeT NnoATBEPKAEHMA AONONHUTENBbHBIMU KANHU-
YeCKMMM UCMbITAaHUAMKU UNK 0bcnenoBaHUAMM.
MocKONbKY AaHHbIE MPOrHOCTUYECKOIo XapaKTe-
pa MOryT BIMATb HA NPUHATUE pelleHna 06 nm-
naaHTauMm ambpuoHa B nosiocTb MaTku npm KO,
B psae eBponenckux rocyaapcTs (fepmanHua, Ae-
CTpusA) ycTaHaBAnBaeTcA TpeboBaHMe o coobule-
HWW NaUMEHTY TONbKO NPOBEPEHHOMN MHbOPMALMK
06 yCcTaHOB/MIEHHOM FeHeTUYEeCKOM AMarHose no

8 Cm.: Thornhill A. R. Genetic Analysis of the Embryo:
Reproduction. 2018. P. 219.

pes3ynbTaTam COOTBETCTBYIOLLENO reHETUYECKOTO
nccneposaHma®.

BmecTe ¢ Tem cnepyeT obpawaTbe BHUMaHWe
Ha TO, 4To [loNOAHUTEeNbHbIA NPOTOKOA K KOHBEH-
LMK MO NpaBam YyenoBeKa n buomeauumHe oT-
HOCUTE/NIbHO TPAHCNNAHTALUM OPraHoOB M TKaHek
yenoBeyeckoro npoucxoxaeHua (ETS Ne 186)10
He NPUMEHAETCA K PenpoayKTUBHbIM 1 ambpuo-
HaNbHbIM OpraHam u TKaHAm. B [lononHuteno-
HOM NpoToKone K KOHBEHLMM O NpaBax YenoBeka
n buomeamuUMHE OTHOCUTENIbHO BUOMEANLIUHCKUX
nccneposarmin (CETS Ne 195)1 takske cogepkutca
YKa3aHMe Ha HEBO3MOXHOCTb PAcnpoCTpaHeHus
€ro NoJIoXKeHUM Ha uccnepoBaHne smbpuoHoB
in vitro, 8 lononHntenbHoMm nNpoToKone K KoHBeH-
LUK 0 NpaBax YeNoBeKa M buomegmLmHe, Kacato-
LLemMcA reHeTUYeCKoro TeCTUPOBAHUA B MeANLMH-
ckux uenax (CETS Ne 203)12, — Ha uccnegosaHms,
Kacatowmeca smbpuoHa B Lesom. B aToi ceAsu
npasoBoOe 3HavyeHue ana npouenypsl N4 nme-
IOT TONbKO HOPMbI JJONOJHUTENIbHOTO NPOTOKONA
K KoHBeHLMM 0 3aWwuTe NpaB YenoBeKa U AOCTOUH-
CTBA YE/I0OBEYECKOTO CYLLECTBA B CBA3M C UCMO/b-
30BaHMEM JOCTUXKEHUN BUONOTUN U MeaULMNHDI,
KacaloLlLerocs 3anpeLeHma KA10OHMPOBaHNA Yeno-
Beveckux cywects (ETS Ne 168) B yactu 3anpeTa
Ha Ntoboe reHeTUYecKoe BMeLLaTeNbCTBO C LeNbio
CO34aHUA YeNOBEYECKOrO CYLLECTBA, FTeHETUYECKU
WMAEHTUYHOIO APYFOMY Ye/I0BEYECKOMY CYLLECTBY,
KUBOMY UM ymepLuemy!3,

CopeprkaHue n o6Lwan NorMka NPUHATMA 40-
NOJIHNTENbHbIX NPOTOKONOB K KOHBEHLMKN NO3BO-
NAET roBOPUTb O TOM, YTO Ye/I0BEYECKUNIA IMBPUOH
pPaccMaTpMBAETCA B Ka4eCcTBe, OT/IMYHOM OT TKAHU

Preimplantation Genetic Diagnosis // Encyclopedia of

9 CM.: Hsin-Fu Chen, Shee-Uan Chen, Gwo-Chin Ma, Sung-Tsang Hsieh, Horng-Der Tsai, Yu-Shih Yang, Ming
Chen. Preimplantation genetic diagnosis and screening: Current status and future challenges // Journal of the
Formosan Medical Association. 2018. Vol. 117. Iss. 2. P. 97.

1 Cm.: JonoNHUTENbHBIN NPOTOKOA K KOHBEHLMM NO NpaBam YenoBeKka M bruomeanLMHE OTHOCUTENBHO TPaHC-

NNaHTaLMM OPraHOB U TKaHel YenoBeyeckoro npoucxoxkaeHus (ETS Ne 186) (nognucaH B r. CTpacbypre 24

AaHBapA 2002 r.) // MexayHapoaHble akTbl 0 NpaBax YeNoBeKaA : CBOPHUK floKymeHToB. M. : Hopma, UHdpa-M,

2002. C. 753.

CM.: lonoNnHUTENbHbIM NPOTOKON K KOHBEHLMM O NpaBax YenoBeka U buomeguumHe oTHOCUTENbHO Brome-

ANUMHCKNX uccneposaHuin (CETS Ne 195) (noanucaH B r. CTpacbypre 25 aHBapa 2005 r.) // MexayHapoaHble

aKTbl O NpaBax YesioBeKa : COOpPHUK AokymeHToB. C. 759.

12 Cm.: lononHUTeNbHbIM NPOTOKON K KOHBEHLMM O NpaBax YeNoBeKa M bUomeaMLMHE, KacatoLwmiica reHeTuye-
CKOro TecTMpoBaHua B meauumHckmx uensax (CETS Ne 203) (nognucaH B r. Ctpacbypre 27 Hoabpsa 2008 r.) //
MexayHapoaHble aKTbl O MpaBax YesoBekKa : COOpHUK AoKymeHToB. C. 764.

13 Cm.: [JlonoNHUTENbHbIM NPOTOKON K KOHBEHLMM O 3alLMTe NpaB YenoBeKa U LOCTOMHCTBA Ye/I0BEYECKOro Cy-
LEecTBa B CBA3WU C UCMOb30BaHMEM SOCTUNKEHUIN BUONOTUUN U MELULMHDI, KaCaloLMACA 3anpeLleHmsa KNOHK-
poBaHuA YesioBedeckux cylects (ETS Ne 168) (noanuvcaHx 8 r. Mapuke 12 ausapsa 1998 1.) // MexayHapogHble
aKTbl 0 NpaBax Ye/ioBeKa : COopHUK AoKymeHToB. C. 751.

11
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yesloBeKa, a PaBHO M CaAMOCTOATE/IbHOMN Yenoseye-
CKOM NIMYHOCTU. He 3anpeLan nposeaeHne uccne-
O0BaHMMN Ha ambpuoHax in vitro, KoHBeHUMA Tem
He MeHee 06A3bIBaeT HALUMOHAIbHOIO 3aKOHOAA-
Tena npefycMmaTpuBaTh HaAAEeMKaLLyHo 3aLWnTy 3To-
ro ambpuroHa 1 3anpelLLaeT cosgaHme sm6pUoHOB
yesioBEKa B MCCNeA0BaTENbCKUX Lensx (cT. 18).

O3HaKOMMBLLUUCL C OCHOBaMM NMPaBOBOro pe-
*uma Mra, bopmupyembimn B pamKax eBponem-
CKoro coobuiectsa Ha ocHoBe HOpm KoHBeHL MK
no NpaBam YesioBeKa N buomeamumHe oT 4 anpens
1997 r., HeNb3A He 3aTPOHYTb OTAENbHO Bceobuuyto
AeKnapaumio 0 reHome YenioBeKa U npasax 4yesno-
BeKkal4. Llenbto 4aHHOro AOKYMEHTA, e4MHOMAcHO
npuHsaToro 11 HoAbpAa 1997 r. n ogobpeHHoro le-
HepanbHoi Accambneennt OOH 9 aekabpa 1998 r.,
ABNAETCA NOOLWpPeHMe N Pa3BUTUE reHETUYECKUX
nccnenoBaHUM M HayYHO-TEXHUYECKOTO nporpecca
B 061aCTM BUONOTUMN U TEHETUKM B PAMKAX yBaXKe-
HWMA NpaB YenoBeKa U OCHOBHbIX cBoboga. B Jekna-
paLMn oTMeYaeTcs, YTo uccieLoBaHna B 061acTm
reHoMa 4YenoBeKa OTKPbIBAOT LUMPOKUE nepcrek-
TUBbI AN1A Pa3BUTUA 34PaBOOXPAHEHNA U yayYLle-
HUA 300POBbA YeN0BEYECTBA B Le/IOM, O4HAKO Ta-
Kne nccnefoBaHuA A0MXKHbI OCYLLEeCTBAATLCA Ha
OCHOBe YBa*KeHMA YesioBe4ecKoro A0CTOMHCTBA,
cBoboabl M NpUopuUTETa NPAB YE/0BEKA, a TaKXKe
3anpeLLeHma scex Gopm ANUCKPUMUHALUM Ha OC-
HOBE reHeTUYECKMX XapaKTepucTuk. [leknapauus,
Takum o6pasom, NoceALLEHA BONPOCAM 3aLLMUTbI
YyesI0BEYECKOro AOCTOMHCTBA, onpeaesieHUs 3Ha-
YeHMA reHoMa YenoBeKa U ero ucciefoBaHui,
YCNOBWUIM ANA OCYLLECTBAEHUA HAay4HOWN AeATeNb-
HOCTW B A@HHOM cdepe, CONMNAAPHOCTU U MEXKAY-
HapoOAHOro COTPyAHUYECTBa.

Ona uenen onpeseneHnA HaLMOHaNbHOTO pe-
*»¥uma MNr4 sHaumMmbiMmm ABAAKOTCA caegyowme
nonoxeHua [leknapauymm o reHeTUHECKUX Uc-
cnepoBaHuAx. B nepeyto ovepeab eknapauyua
onpepaensert, 4To N0baA ANarHoCTUKa, CBA3AHHAA
C reHOMOM KaKoro-inbo YenoBeka, MOXKeT NPoBo-
OWTbCA NULWb NOCAe TWaTeNbHOM NpeaBapuTenb-
HOM OLLEHKM CBA3AHHbIX C HEM NOTEHUMaNbHbIX
ONacHOCTel U NPEeNMYLLECTB U C y4ETOM BCEX APY-
rMX NpegnucaHuii, ycTaHOB/IEHHbIX HaLlMOHa b-
HbIM 3aKoHOAATeNbCTBOM. B KauecTBe ycnoBum
npoBeAeHUA FreHETUYECKON ANArHOCTUKM YKa3bl-
BalOTCA: NpeaBapuTebHoe cBOOOAHOE M ACHO Bbl-
paxKeHHoe cornacme 3auHTEepPecoBaHHOro AnLa;

cobnogeHme NpaBa Kaxkaoro YesoBeKa pelaTsb,
ObITb NN He BbITb NHOOPMUPOBAHHBIM O pe3y/b-
TaTax reHeTMYECKOro aHaAmn3a u ero NocNeAcTBUAX;
npeaBapuTe/ibHan OLEHKA pe3y/bTaToB reHeTuYe-
CKOM ANArHOCTUKM A0 NPUHATUA pelleHna o ganb-
HeuwweMm Xo4e NeYeHUs CorTacHO HaLMOHaAbHbIM
N MeXAYHapPOAHbIM HOPMaM UAN PYKOBOAALLMM
npuHumnnam. OTaenbHble HOPMbl NOCBALLEHbI 3a-
npeTy NpoBefeHMA reHeTUYEeCKUX nccaeaoBaHui
B ONpefeneHHbIX Lenax: Tak, YeN0OBEYECKNA FTeHOM
B €ro eCTeCTBEHHOM COCTOAHUW HE AOIKEH NpuU-
BOAMTb K dMHAHCOBbIM Bbirogam (cT. 4), cnepo-
BatesnbHo, NI v gpyrne reHeTn4yeckne nccnego-
BaHWA He MOTYT NPOBOAUTLCA B NPOMbILUNEHHbIX
Lenax; 3anpeLwatTcs 4enCcTBuaA, NpoTusopeYallme
yenoBevYeCKOMY AOCTOMHCTBY, TaKMe KaK penpo-
OYKTUBHOE KNOHUpOBaHue nogen (ct. 11). Bmecte
¢ Tem [eknapayma He COAePKUT OrpaHMYEHN Ha
npMMeHeHMe reHeTUYeCKMUX nccnegoBaHnii gnsa
onpeaeneHna COBMECTMMOCTU C NOTEHUMNANbHbIM
[OHOPOM TKaHel 1 OpraHoB, T.e. He 3anpelLlaeTcs
OWArHOCTUKa C LeNibio NocneayoLen uMniemeH-
Tauum B MaTKy aIMBpUOHa-goHopa. Taknm obpa-
30M, UCXO4A U3 copeprkaHna Bceobuen gekna-
pauun 0 reHoOMe YenOoBEKA U NpaBax YesI0oBEKa
MOXHO CAenaTb BbIBOA O NpUopuTeTe MeanLumH-
CcKux uenen Mr4, cywecrsoBaHMmn ocobo npaso-
BOro peruma nHpopmaumm o pesynbraTax gma-
FTHOCTUKMK, NPeANoNaratoLLero «NpaBo He 3HATb»
0 ee pe3ynbTaTax, POPMUPOBAHMUN YCNOBUIN NPO-
BegeHua NI, npegnonaratowmx obssatenbHoe
MHbOPMMPOBAHHOE COrnacme 3aMHTEPECOBaHHOIO
NMLA, @ TaK¥Ke KOHCYbTUPOBaHNE U 0B EKTUBHYIO
OLLeHKY pe3ynbTaToB TecTa A0 NPUHATUA peLlleHnn
0 NepcneKkTnBax UCNoib30BaHUA BCNOMOraTe /lb-
HbIX PENPOAYKTUBHbIX TEXHONOTUIA.

NHTepecHo, 4TO NPaBoBOMY PeXUMY UHPOPMA-
LMW, NONYYEHHOM NO pe3yabTaTaM reHETUYECKOro
nccnenoBaHuUA, NOCBALLEH OTAE/bHbIA MeXayHa-
POAHbLIN AOKYMEHT — MeKayHapoaHasa Aeknapa-
LA O reHeTUYECKUX AaHHbIX Yenosekal®. JaHHasa
Jeknapauma 3acnyXnMBaeT pacCMOTPEHUA XOTA Bbl
BBMAY OTCYTCTBUA B POCCUMCKOM 3aKoHOAATeNb-
CTBE OTAE/IbHbIX HOPMATMBHbIX NPABOBbIX aKTOB,
MOCBALLEHHbIX NPAaBOBOMY peXMMy MHPOpMaLMm
1 06pasuoB, NONYYEHHbIX B PaMKaxX reHeTUYeCKUX
nccnegoBaHUM M 3KCNepTUs, NOMMMO 06 MX No-
JNIOXKEHWI 3aKOHOAATEeNbCTBA O MeAULMHCKOM
M 06 MHOWM OXPaHSAEeMOl 3aKOHOM TalHe. AKLEHT

14 Cm.: Universal Declaration on the Human Genome and Human Rights (11 November 1997) // http://www.
unesco.org/new/en/social-and-human-sciences/themes/bioethics/human-genome-and-human-rights/.

5 Cm.: International Declaration on Human Genetic Data (16 October 2003) // URL: http://portal.unesco.org/
en/ev.phRL_ID%3D17720%26URL_D0O%3DDO_TOPIC%26URL_SECTION%3D201.html.
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CAenaH Ha TOM, YTO reHeTUYeCKME AaHHble Yeno-
BEKA MMetoT 0Ccobblli CTATyC B CBA3KN C HAIMUYMEM
YCTOMYMBOM B3aMMOCBA3M C KOHKPETHbIM NMLLOM
(«naeHTMONLMpPYEMOCTbIOY), B CBA3U C BO3MOMK-
HOCTbIO OKa3aHMA 3HAYUTENbHOTO B/IMAHUA Ha MNo-
TOMCTBO Ha NPOTAKEHUM HECKONBbKUX NOKONEHUN,
CTeneHb KOTOPOro He BCeraa MOXeT 6biTb 06bek-
TUBHO OLleHeHa Ha MOMeHT cbopa Bronornyeckmx
06pasuoB; B CBA3M C KY/IbTYPHbIM 3HaYEHNEM AR
rpynn Atogen n COLMOKYNBTYPHbIX 0BLLHOCTEN.

B oT/AMuYMe OT HOPMATMBHbBIX MPaBOBbIX aKTOB
obuiero xapakTepa B chepe reHeTUKN U reHoma
yesioBeKa, Lenbto [leknapaunn asnaetca peleHue
KOHKPETHbIX MPaKTUYEeCKUX Npobsiem, CBA3aHHbIX
C BO3MOXHOCTbIO OT3bIBa COr/lacuA Ha npoBeae-
HWe reHeTUYeCcKoro UccaeL0BaHMA; NPaBoOM 3HaTb
WK He 3HaTb O pe3yabTaTax UccNesoBaHUs; npa-
BOBbIM PEXMMOM A0CTyMNa K CO6CTBEHHbIM reHe-
TUYECKUM AaHHbIM, UX XPaHEHMEM U YHUUTOMKEH M-
em; 06MeHOM MHbOpPMaLIMEN U MeXAYHAPOAHbIM
COTPYAHNYECTBOM B chepe reHeTUYecKux ncce-
AoBaHui. Ctatba 7 TpebyeT NPUHATUA BOSMOXKHbIX
ycunuin ana obecneyeHus Toro, YtTobbl reHeTUYe-
CKMe JaHHble YeloBEeKa He MCNOo/Ib30BaINCh ANA
uenen AMCKpUMMUHALMN, UCXOAA U3 Yero yCTaHaB-
JINBaOTCA cTporme TpeboBaHMA O BO3MOXKHOCTH
npeaocTaBAeHNs pe3ybTaToB reHeTUYeCcKoro 1c-
cnefoBaHMA TPETbMM IMLAM TONBKO AN1A C/ydas,
Koraa aTo npeciefyeT MHTepecbl 06LeCcTBEHHOTO
34paBooxpaHeHun. B ctatbe 19 nogyepkmBaeTca
BO3MOXHOCTb UCMO/Ib30BaHMA BbIroa OT UCMONb-
30BaHUA reHETUYECKMX U MPOTEOMHbIX AaHHbIX
yesioBeKa Unu 6MoorMyecknx obpasLoB TO/IbKO
ANA uenei ganbHenwmnx MeaUUUHCKUX U HAyYHbIX
nccnefoBaHuUM.

HakoHel,, 3STUYECKMM NPUHLMNAM reHeTn4ye-
CKUX UccegoBaHU noceAleHa Bceobuias ae-
KNapaums o 6MO3TUKE M NpaBax YesnoBekKa (oK-
TA6pb 2005 r., OHECKO)®, Lenblo eknapaumm
ABNAETCA NPU3HaHMe BaXKHOCTN CBOBOAbI HAayYHbIX
nccnefoBaHWUI U Bbirof, NOAYYEHHbIX B pe3y/ib-
TaTe Hay4YHbIX U TEXHUYECKMX pa3paboToK, npu
3TOM noayepKuMBaeTca HeobXo0AMMOCTb TaKUX UC-
cnefoBaHWUIA U pa3paboToK B pamKax 3TUYECKUX
npuHUMnoB. OTAeNbHO aKLUEeHTUMpPyeTCcA BHUMaHKe
Ha 06A3aHHOCTM yBarKaTb YesloBeYecKoe A0CTo-
WMHCTBO, NpaBa Ye/loBEKa U OCHOBHble cBO6OAbI,
3alMLLATL M NPOABUIaTb MHTEPECHl HbIHELWHEro
N ByayLWNX NOKONEHMN, NOAYEPKHYTA BaXKHOCTb
61opasHoobpas3ma U ero CoOXpaHeHUA B KayecTse
obuwen 3agaumn yenoseyectsa. Ctatba 21 Tpebyer,

4yTOObI B TPAHCHALMOHANbHOM NPAKTUKE rocyaap-
CTBa NPMHMMaNN Had/exalime mepbl Kak Ha Ha-
LMOHANIbHOM, TaK M Ha MeXAYHapOAHOM YPOBHAX
ans 6opbbbl C GUOTEPPOPMU3MOM U HE3AKOHHbBIM
060pOTOM OpraHoB, TKaHel, 0bpasLOB, reHeTU-
YeCKUX PECYPCOB U FEHETUYECKMUX MaTepmnasos.
Bonee npegmeTHo TpeboBaHUA O Aaye paspeLle-
HWI Ha NpoBeAeHMEe MeaNKO-6MONOrMYECKUX UC-
cnefoBaHuii, 0 NoAyYeHUN MHPOPMUPOBAHHOTO
cornacus naumMeHTa Uamn MHoro cybbeKkTa chopmy-
NIMPOBaHbI B LONONHUTENbHbIX NPOTOKOMAX K KOH-
BEHLMUMN.

OTmeyas, 4TO PAacCMOTPEHHbIE HaMM HOPMbI
W NPUHLMMbI, COAEPKALLMECA B aKTaX MeXAyHa-
POAHO-MPABOBOro XapaKTepa, He ABAAIOTCA 0bLe-
obsazatenbHbiMK ana Poccuiickon ®epepaumn,
cnepyeT, 04HaKO, KOHCTAaTMPOBATb, YTO CHOPMYM-
poBaHHble B HUX TpebOoBaHMA U NPUHLMMLI MOTYT
6bITb YCNELWHO MCNOb30BaHbI AN PAa3BUTUA U CO-
BEPLIEHCTBOBAHMA HAaLMOHANIbHOrO NPaBOBOro
peXxMma npeanmmniaHTaLNOHHON reHeTUYECKOoM
ONArHOCTUKM, NMPUMEHEHME KOTOPOM CTAHOBMUTCA
Bce bosiee BocTpeboBaHHbIM B cdhepe BCromora-
TeNIbHbIX PENPOAYKTUBHbIX TEXHONOMMIA. Mcnonb-
30BaHMWe ONblTa MeXAYHAPOLHOro NPaBOBOro
perynmposaHusa NpaBooTHoweHUM B coepe ML
BMANTCA Hanbonee aKTyasibHbIM MO CAeayoLWUM
HanpasneHnam. Bo-nepBblix, B KA4ecTBe YC/0BUIA
ana nposegeHus NI HeobxogMmo paccmaTpmBaTb
Ha/M4YMe reHeTMYeCKON NPeapPacnoioKEHHOCTH
K onpeaeneHHoMy 3a60/1€BaHUI0 NN XPOMOCOM-
HOMY HapyLLeHUto (Hannyme MeaULNHCKOM Lenm)
1 noslyyeHne KBaNMPUUMPOBAHHON KOHCYNbTaL MK
crneunanncTa-reHeTMKa o MexaHnusme U nocnes-
CTBMAX ANArHOCTMKK. BO-BTOPbIX, OTAENbHOIO HOp-
MaTMBHOIO MPaBOBOrO PeryinpoBaHus Tpebyer
NMpPaBOBOM PEXUM reHeTU4Yecko MHopmauum,
nony4yeHHowm B xoae MI: onpeaensa TakoBown, 3a-
KOHOZATeNb AO0/MKEH PYKOBOACTBOBATLCA TEM, YTO
noboe BMeLaTenbCTBO B FTeHOM YesioBEKa, Ha-
npasB/ieHHOe Ha ero MognduKaumto, MoXKeT bbITb
OCYLLECTBNEHO NNLb B NPOPUNAKTUYECKMX, ANa-
FHOCTUYECKUX UM TepaneBTUYECKUX Liensx. B cAsm
C 3TUM BAXXHO YCTaHOBWUTb 3aMnpeT Ha NpoBeaeHne
MrA B coumanbHbIX Leaax — oTbop ambpuroHa no
KOHKPETHbIM XapaKTepUCTUKaM, YCTAHOBNEHUNE
COBMECTMMOCTM NOTEHLMANBHOIO AOHOpPa 1 Ap.,
He OrpaHUYMBAACH MPU 3TOM TONbKO 3aNpeTom Ha
BbIOOP Nosa aIMBpPUOHA, KOTOPbIM B HACTOALLMIMA
MOMEHT YCTAaHOB/IEH POCCUMCKMM 3aKOHOAATE b-
CTBOM. B-TpeTbux, OTAENbHOr0 HOPMATUBHO-NPABO-

1% Cm.: Universal Declaration on Bioethics and Human Rights (19 October 2005) // URL: http://portal.unesco.
org/en/ev.php58%26URL_DO%3DDO_TOPIC%26URL_SECTION%3D201.html.
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TEHOM
GENOME

BOrO perynnpoBaHus Tpebyet npobaema MHGOPMU-  BblX, HEOBXOAMMO NPU3HATL 38 UHAMBUAOM «NPABO
POBaHMA NauMeHTa O pesy/bTaTax UCCNeA0oBaHUA:  He 3HaTb», 0COBEHHO aKTyanbHOoe A1 MPOrHOCTU-
NMOMMMO NpaBa bbITb HGOPMMUPOBAHHBIM O TAKO-  YECKUX FEHETUYECKMX UCCeA0BaHMUM.
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Abstract. The article analyzes key instruments of international legal regulation of preimplantation genetic
diagnostics (PGD) procedure. The authors substantiate the conclusion that the requirements and principles
formulated in these instruments can be successfully used for the development and improvement of the national
legal framework aimed at regulating the PGA. The main directions of such use are defined. First, it is necessary
to consider the existence of genetic predisposition to a particular disease or chromosomal disorder (the medical
purpose) and provide a qualified consultation of a genetic scientist concerning the mechanism and consequences
of diagnostics. Secondly, the legal regulation of genetic information obtained through the PGA requires an
independent normative framework: determining the framework the law-maker must be guided by the fact that
any intervention in the human genome aimed at modifying it may be carried out only for preventive, diagnostic
or therapeutic purposes. In this regard, it is important to prohibit the PGA for social purposes (selection of embryo
according to specific characteristics, establishment of compatibility between a donor and a recipient, looking
beyond the prohibition to choose the embryo gender that is currently imposed under Russian legislation). Third,
a separate regulatory framework is needed to resolve the problem of informing the patient about the results of
examination: in addition to the right to be informed of the results of examination, it is also necessary to recognize
the individual’s «right not to know, » particularly relevant to predictive genetic research.

Keywords: preimplantation genetic diagnostics, in vitro fertilization, assisted reproductive technologies, legal
framework, international agreement.
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