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Oco6eHHOCTU NPaBOBOr0 peryfiupoBaHus
NCNONb30BaHUA FeHOMHbIX TEXHOJOT Ui

B 3MOpUoOnorum u UCKYCCTBRHHOM ONNOA0TBOPEHUM
Ha TeppuTopun Benuko6bputanun'

AHHOTauuMA. Pa3BUTUE COBPEMEHHON MEANLMHbBI OCHOBbIBAETCA HA PAa3BUTUM BbICOKOTEXHOIOTMYHbBIX METOA0B
neyeHunsa. OgHMM U3 TaKOBbIX ABAAETCA NPUMEHEHUE FEHOMHbIX UCCNEAOBAHU, KOTOpble B Poccum He ycTynatoT,
a BO MHOFOM NPeBOCXOAAT AOCTUKEHMA 3aMafHbIX y4eHbIX. BMecTe ¢ Tem NpaBoBOe peryiMpoBaHne, a TOYHee
€ro OTCyTCTBME B HalLleM rocyAapcTBe, He NMO3BOAET B MOSHOM Mepe NPUMEHATb NepesioBble METOANKM Ha
npakTuKe. na pelweHns 4aHHOro BONPoca CTaHOBMTCA aKTya/ibHbIM M3yYeHMe ONbITa MHOCTPAHHbIX rOCy4apcTB
ONA y4eTa AoNYLWEHHbIX OWNOOK, Npobesios B NPaBOBOM PEry/IMPOBaHUM, PaCCMOTPEHMUA ANUCKYCCUIA 0 Npobe-
MaX, KOTOpPble MOTYT B CBA3M C 3TUM BO3HUKaATb.

B cTaTbe paccCMOTPEHO MCNO/b30BaHWE FEHOMHbBIX TEXHONOTNI B BennkobpuTtaHum B chepe ambpmnonorum m
MCKYCCTBEHHOTO ONI0AOTBOPEHMUA KAaK O4HOM M3 CaMblX OTKPbITbIX AN TEHOMHOIO pefakTMpoBaHusa obnactei
COBpPEMEHHOWN MeaNLMHbI.

B cTaTbe Noapo6HO paccMOTPEH BONPOC NOAYYEHUA U INLWEHNUA (OT3bIBA MW NPUOCTAHOBNEHWSA) TULEH3UN Op-
raHM3aLmi, KOTopble NPeaOCTaBAAIOT MEAULMHCKME YCAYTK B chepe aMBPMONOrMm U MCKYCCTBEHHOTO ONI0AO0T-
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BOPEHMA YeNoBeEKa. 3aTPOHYT TaK:Ke BoNpoc GopmMMpPoBaHUA CNeLMANN3MPOBAHHbIX NOAPA3LeNeHNnn — anen-
NAUMOHHbBIX KOMUTETOB B YNpaBaeHUN NO ONJOLOTBOPEHUIO M IMBPMONOTUM YeNoBEKA, PAaCCMATPUBAIOLLMX
y3konpoduabHble BONPOCHI.

MpaBoBoe perynvpoBaHue B BeankobputaHnmn 66110 BbIGPAHO B CBA3M C TEM, YTO OHO MPEACTaBAAETCA Hau-
b6onee nnbepanbHbIM Ha GOHE OCTasIbHbIX FTOCYAAPCTB U AaXKe MEXAYHApPOAHOro npasa. ITo, B CBOO ovepesp,
CO3JaeT 0CHOBAHWA 419 ONaceHWi, CMOPOB W ANCKYCCUI B SKCNEPTHOM COObLLLECTBE, YTO TaKKe npeacTaBaseTt
0COobbIN MHTEPEC A/18 NPeACToALLEN POCCUIACKONM NPaBOTBOPYECKOM M NPaBONPUMEHUTENbHOM AEATENIbHOCTMU.
[na noprotoBKM HacTosLel paboTbl UCCNef0BANUCH NONOXKEHUA 3aKoHa «O6 onnof0TBOPEeHUN 1 ambpuono-
rum yenoseKka» (Human Fertilisation and Embryology Act) ¢ TOUKM 3peHUsa UX NPUMEHUMOCTUN Ha NPaKTUKE —
KaK B BennkobpuTaHUK, Tak 1 B Poccum, paccmaTpmBaanch SKCNEPTHbIE OLLEHKKM No AaHHOMY nosoay. Ha ocHose
npoaenaHHom paboTbl NpeanoxeHa MoAe/ilb NPaBOBOrO PeryiMpoBaHna MHPOPMUPOBaAHUA LOHOPOB U AeTeN,
NOABMBLUMXCA B Pe3yNbTaTe FTeHOMHOIO PeaKTMPOBaHMA.

KntoueBble cnoBa: reHOMHble UCCNEA0BAHMA; TEHOMHOE PeaaKTMPOBaHWE SMOPUOHA; 3aKOHOAATENLCTBO 06
aMBpMONOrnn; 3aKOHOAATENbCTBO O TEHOME; AOHOP U PELMNUEHT reHOMA; NPeAbIMNIaHTALUMOHHAA reHeTuYe-
CKafA AMArHOCTUKA; FTeHHO-MOANULMPOBAHHbINA 3IMOPUOH; UCKYCCTBEHHOE OMJI0A0TBOPEHME; MUTOXOHPUA -
HOe LOHOPCTBO; NPABOBOE PEryIMPOBAHME UCMO/Ib30BAHUA FTEHOMHbIX TEXHOMOTUIA; 3aKOHOAATENBCTBO BennKo-
bpuTaHumn.
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peryaMpoBaHUA UCMONb30BAHUA FTEHOMHbIX TEXHOIOTMI B 3IMOPUONOTMIN U UCKYCCTBEHHOM OMN0AOTBOPEHUM HA
TeppuTopun BennkobputaHum // Lex russica. — 2020. — T. 73. — Ne 8. — C. 39—46. — DOI: 10.17803/1729-
5920.2020.165.8.039-046.
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Abstract. The development of modern medicine is based on the development of high-tech treatment methods.
One of such methods includes the application of genomic research that in Russia is not inferior, but in many ways

2 The reported study was funded by RFBR according to the research project Ne 18-29-14064.
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superior to the achievements of Western scientists. However, legal regulation, or rather lack of such regulation in
our state prevents comprehensive application of advanced techniques in practice. In order to solve this issue, it
becomes relevant to study the experience of foreign countries in order to take into account their flaws and gaps
in legal regulation to deal with the debate over problems that may be associated with the application of advanced
techniques.

The paper considers the use of genomic technologies in the UK in the field of embryology and artificial fertilization
as one of the most open areas for genomic editing in modern medicine.

The paper elucidates the issue of obtaining and withdrawal (revoking or suspending) of the license by organizations
that provide medical services in the field of embryology and artificial human fertilization.

The authors also deal with the issue of the formation of specialized bodies, e.g. appeals committees in the Human
Fertilisation and Embryology Department, dealing with narrow issues.

The authors have chosen legal regulation of the issue under consideration in Britain because it appears to be the
most liberal regulation as compared with the regulation applied in the other States and even under international
law. This, in turn, creates grounds for fears, disputes and discussions in the expert community, which is also of
particular interest to the forthcoming Russian law-making and law enforcement.

For the purposes of the study, the authors analyze the provisions of the Human Fertilisation and Embryology
Act in terms of their applicability both in the UK and in Russia and examine expert opinions regarding the issues
under consideration. Based on the work done, the authors propose to implement the model of legal regulation
under which both children who appeared as a result of genomic editing and donors are to be informed of the
application of this method.

Keywords: genomic studies; genomic editing of the embryo; legislation on embryology; genome legislation;
donor and recipient of the genome; pre-implantation genetic diagnostics; genetically modified embryo; artificial
fertilization; mitochondrial donation; legal regulation of the use of genomic technologies; UK law.

Cite as: Vasiliev SA, Sarmanaev SKh, Zenin SS, Shirokov AYu. Osobennosti pravovogo regulirovaniya ispolzovaniya
genomnykh tekhnologiy v embriologii i iskusstvennom oplodotvorenii na territorii Velikobritanii [Peculiarities
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BennkobpuTaHUA TpaauMLUMOHHO cYMTaeTCA
CTPAHOM C CamMbIM MPOTrPeccMBHbIM, TOUHEE — C
cambiM nMbepanbHbIM, 3aKOHOAATEIbCTBOM O re-
HOMHOM meanumHe. NpMMeHeHWe COOTBETCTBY!O-
LLNX TEXHONOMNI B A@HHOM CTpaHe Ha4yanocb Ha
pybexe 80—90-x rr. npownoro BeKa. MNpakTnka
MCNONb30BaHNA COOTBETCTBYHOLWMX MeaNLNH-
CKMX Npoueayp pacTeT B reOMeTpPMUYECKoM npor-
peccuu.

Hanpumep, npeAMMnAaHTLUOHHAA TeHeTU-
yeckaAa AMarHocTuKa c cepeaunHbl 2000-x rr. cTa-
na nonynapHee Ha 360 %3. MpuHaTne Human
Fertilisation and Embryology Act* (3akoH 06 onso-
OOTBOPEHUU N 3IMBPMONOTMIN YeNoBEKa) NOBbICK-
10 AOCTYNHOCTb MHOTUX Npoueayp, B TOM Yncnae
CBAI3aHHbIX C FEHOMHOM AMAarHOCTUKOM U Tepanu-
en. C Tex nop BBeAEHO B AeCTBME MHOXKECTBO
OPYrMX JOKYMEHTOB, LOMO/HEH U YKa3aHHbIM aKT,
YTO CO34a/10 CUCTEMY COBPEMEHHOIO NPABOBOTO
perynmpoBaHMA reHOMHbIX UCCIef0BaHN B chepe
ambpuonorum Ha TeppuTopumn BenmkobputaHuu.

HecmoTpAa Ha 0603HavyeHHYyo Bblilwe nnbe-
panbHOCTb, 3aKOHOAATENLCTBO BennkobputaHum
COOEPKUT PAL OFPaHMYEHMI Ha NpoBeaeHue re-
HOMHbIX UCCNEA0BAHUMN, KOTOPbIMU B OCHOBHOM
3aHMMALOTCA YacCTHble KomnaHuu. Hanpumep,
3anpeLaeTca CMeLlmMBaHNE TEHOMOB ¥MBOTHbIX
1 YenoBeka NpaKTUYecKn B N0bbIX Lenax. 3anpe-
LLLAeTCs MCKYCCTBEHHOE Co3aaHue ambpuroHa. s
npoueayp, CBA3aHHbIX C IMOPUONOTUEN, BAaXKHO
cobntoaeHne npasuna 14-gHEBHOro CPOKA CO AHA
NnosiBIEHUA 3apOobllla, NOC/e KOTOPOro Helb3A
NPOBOANTb KaKMe-TMbo MaHUMYNALMU C HUM.

Mpw 3TOM 3aKOHOAATENBCTBO YAeNseT ocoboe
BHMMaHMe NPaBoOBOMY PEryIMpoOBaHUIO OTHOLLEe-
HW, Pa3BMBAOLLMXCA BOKPYT MCKYCCTBEHHO CKOpP-
PEKTUPOBAHHOIO 3MBPMOHA (B TOM YMC/E C TPAHC-
dopmaument AHK BHYTpU Hero).

MNepeg ntobbiMM AEACTBUAMM, CBA3AHHBIMWU C
amMbpuronornen UM UCKYCCTBEHHbIM OMNJIOA0TBO-
peHnem, B 06s3aTeslbHOM NOpPALKE NPOBOAMUTCA
nccnegoBaHMe reHOB Npeanosiaraembix K Npu-

Sharpe A., Avery P., Choudhary M. Reproductive outcome following pre-implantation genetic diagnosis (PGD)

in the UK // Human Fertility. 2018. 21 (2). Pp. 120—127.

Human Fertilisation and Embryology Act 1990 // locyaapcTBeHHbI NopTaa 3akoHoAaTenbCTBa Bennkobputa-

Hum. URL: http://www.legislation.gov.uk/ukpga/2008/22/contents (aata obpalyeHus: 17 ausapsa 2020 r.).
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MeHeHUto bruomaTtepuranos. B cnyvae BbisBAeHMA
KaKux-n1mbo 3aboneBaHni UM NpeapacnooxKeH-
HOCTM K HUM TaKMe 06BbeKTbl HE NPOCTO HE UCMONb-
3yIOTCA, HO M HE MOTYT HaXo4MUTbCA HA XPaHEHUU
B COOTBETCTBYHOLLEN MEANLIMHCKON OpraHU3aLmu.
B cBoto oyepesb, reHHO-MOAMOULMPOBAHHbIE 3M-
6pPUOHbI MOTYT XpaHWUTbcA He Bonee 10 ner.

Heckonbko net Ha3ag bpuTaHCKM mapiameHT
NPUHAN 3aKOH, NO3BOIAOLWMIA NPOBOAUTL MUTO-
XOHAPMaNbHOE AOHOPCTBO, KOTOPOE No3BonAeT
HUBENMPOBATL NPEAPACNONOKEHHOCTb IMOPUOHA
K pagy 3aboneBaHuUii Ha reHHOM ypoBHe. [laHHan
WHULMATMBA BCTPETMUAA PAL BO3PAXKEHNIN STUYe-
CKOFO XapakTepa, a MOTOM M OTHOCUTENIbHO TOTO,
4YTO CaMM MUTOXOHZAPUWN ABAAIOTCA NEPEHOCUU-
Kamu cepbesHbix 3abonesaHuii®, ga u npoueay-
pa BCMOMOraTeNbHOro ON0AO0TBOPEHMA HECET B
cebe pUCKM 3aboneBaHUin, HanpMmep MOOYHOM
senesbl®. OgHaKko u nocneaHee asneHne GpuTaH-
CKMeE KIMHULMCTbI Hay4ynMauncb npeoaonesats bna-
rogaps texHonornam MST u PNT, KoTopble, KCTaTy,
NOKa pa3peLleHbl TONbKO B AHIINKU. Tem He meHee
npoueaypa npoBeaeHMA HOBOTO MCKYCCTBEHHOTO
OnNIoA0TBOPEHMUA NO-NPEKHEMY CUIBbHO BOpPO-
KpaTu3MpoBaHa M He MOXKeT bbITb cBOHOAHO pea-
IM30BaHa B MeAULMHCKMX yupexaeHnax Beamnko-
6putaHnmM’. XoTa HEKOTOpPbIE yYeHble He BUAAT B
OaHHbIX MeANUMHCKUX MeTOAMKaxX peasibHoM He-
obxoanmocTmd.

CobntopeHune ykazaHHOMo 3aKOHOA4ATeNbCTBA B
BennkobpuTaHUM KoopANHUPYET YnpaBaeHue no
0onA040TBOPEHMIO M IMBpUONornm yenoseka (The
Human Fertilisation and Embryology Authority)°.
Ero ocHOBHOM QyHKLMeEN ABAAETCA BblAaya NNLEH-
31 C NOCNeayoWMM KOHTPOIEM AeATENbHOCTHU
opraHu3aumi, KoTopble NPeAoCTaBAAT MeANLNH-
CKue ycnyrm B chepe asmbpronornm n UCKycCcTBeH-
HOro ONI0A0TBOPEHMUA YeNOBEKA.

Mepen Bblaavelt NMLEH3UN YYNTbIBAOTCSA CO-
OTBETCTBME NOMELLEHUN, B KOTOPbIX ByAyT ocy-
LLeCTBNATLCA FTEHOMHbIE UCCEeA0BaHMA, A TaKXKe
[06pPOCOBECTHOCTb TEX UL, KOTOPbIE NpeTeHay-
tOT Ha UX NpoBeAeHne. Hanpumep, Te, KTO x0T bbl

Of4HaXKAbl HapyLWaa COOTBETCTBYIOLLEE 3aKOHOAa-
TeNbCTBO, HE MOTYT 3aHUMATbCA Ntobol aeaTesb-
HOCTblO, CBA3AHHOM C aIMbpuoaornen n UcKyc-
CTBEHHbIM OMNJI0A0TBOPEHUNEM.

YKasaHHan rocyaapcTBeHHas CTPyKTypa Brnpa-
BE OT3bIBaTb /INLLEH3MIO UM MPUOCTAHABANBATb ee
[encTBMe B Cyyasx, Korga, No ee MHeHuto, B Aes-
TE/IbHOCTU OpPraHm3aLmm, peanunsytoLlen GyHKuUm
reHOMHOW AMArHOCTUKM UM PeaaKTUPOBaHMA B OT-
HOLLUEeHUN 3IMBPUOHA, BbISB/IEHbI HAPYLLEHMWS YCI0-
BUWIA NOJIYYEHUA COOTBETCTBYIOLLETO paspeLleHms.

Mpw 3TOM M OpraHu3aLma, peanmsytoLLas pe-
NPOAYKTMBHbIE GYHKLMW C UCMOb30BAHUEM re-
HOMHbIX TEXHONOTUIA, HEe ABASAETCA MOJIHOCTbIO
6ecnpaBHol. TaK, oHa BNpaBe obpaw,aTbeca B
YnpaBaeHue No onjio40TBOPEHUIO U IMBPMONOTMM
yesioBeKa ANA NePecMoTpa NPUHATONO PeLIeHKs,
ApYyrue 3auHTepecoBaHHble CyObeKTbl TaKKe MO-
ryT aTo caenatb. OAHAKO Y NepeuynciieHHbIX nL,
€CTb TONbKO 14 aHel Ha To, 4Tobbl peannsoBaTb
onucaHHoe Npaso.

ONns paccMoTpeHUs TakKUX BO3ParKeHU! B
YnpasieHnn GpyHKUMOHUPYIOT CNeunannsmpo-
BaHHble NoapasaeneHna — anennsaumoHHble Ko-
MUTETbI, paccMaTpmBatoLme yakonpoduabHblie
BOMNpochbl. Ecam ans 06 beKTUBHOIO PaCCMOTPEHUS
KOHKPETHOW anobbl HU OAMH U3 CYLLECTBYIOLWMX
KOMWTETOB HEe NOAXOANT, TO CO34aeTCA HOBbIN.
Mpwn 3TOM KOMUTET AO/MKEH MONHOCTbIO UK Ya-
CTMYHO COCTOATb U3 NIUL,, HE ABMAIOLWMXCA COTPYA-
HWUKaMu YNpasaeHuUs No ONa04A0TBOPEHMUIO U IM-
6puronornumn yenoseka.

daHHoe dopmmnpoBaHMe BNpase co34aBaTb
nobble HeobxoaMmble ANA ero AeATe/IbHOCTU Noj-
paszeneHus, COTPyAHNKaMM KOTOPbIX MOTYT ObITb
B TOM YMC/E NLA, CNELNANbHO NPUMIaLleHHble
ANA peanusauumn 4eaTeNbHOCTM COOTBETCTBYIOLLLE-
ro CTPYKTYpHOro 3BeHa.

Ecnv B pesynbTaTte pa3bupaTenscTsa Aena BbisAc-
HWTCA, YTO OT AeWCTBUIA YNpaBAeHNUA Mo ONIoLOTBO-
PEHMI0 U 3MBPMONOTNK YeNoBEKa NOCTPAAANO0 Ka-
Koe-nnmbo 1L, OHO MOXKET 06pPaTUTLCA B BbiCLIME
cynebHble nHcTaHuMy AHmumn unu LWotnanauu.

> Craven L., Tang M.-X., Gorman G. S., De Sutter P., Heindryckx B. Novel reproductive technologies to prevent
mitochondrial disease // Human Reproduction Update. 2017. 23 (5). C. 501—519.

6 Williams C. L., Jones M. E., Swerdlow A. J., Murphy M. F. G., Sutcliffe A. G. Risks of ovarian, breast, and corpus
uteri cancer in women treated with assisted reproductive technology in Great Britain, 1991—2010: Data
linkage study including 2.2 million person years of observation // BMJ (Online). 2018. 362, k2644.

7 Lewens T. The division of advisory labour: the case of ‘mitochondrial donation’ // European Journal for

Philosophy of Science. 2019. 9 (1),10.

Bioethics. 2017. 31, 7—19.
° Human Fertilisation and Embryology Act 1990.

Baylis F. Human nuclear genome transfer (so-called mitochondrial replacement): Clearing the underbrush //
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PaccmaTtpuBaemoe YnpaBsieHue BefeT peecTp
OopraHu3aLmii, KOTOPbIM BblAaHa NLEH3USA, @ TaK-
YK€ HEeKOTOPbIX aCNeKToB UX AeATe/IbHOCTU — KO-
InYecTBa reHHo-MoaANULMPOBAHHbIX 3MBpHO-
HOB, X MCMO/Ib30BAHUSA, 3aKYNKKN bomaTtepuana
N T.4. Kpome Toro, peectp pUKCMpyeT reHoOMHble
AaHHble, co3aaBan cBoero poga 6aHK nHpopma-
LMK, KOTOpasA NOMOXKET, HaNpPUMep, CEPbE3HO
60/IbHOMY MUY HAWTM TOFO, KTO NOTEHLMANBHO
MOXET BbICTYNWUTb AOHOPOM BBMAY OBLLHOCTU UK
Hambonbluelt COOTHOCMMOCTU UX FreHOB. B AaHHOM
C/lyyae peyb MAET 0 peecTpe MHGOPMALLMK, A He O
61M0baHKe CAaMMX FTEHOMOB.

HeobxoaMmo y4nTbIBaTb, YTO MCNOb30BaHNE
TaKoM MHPOPMALMM BOSMOXKHO, /1A YEro y TeX,
KTO ee nNpeaocTaBAneT, B3MMAETCSA NMUCbMEHHOE
cornacue. OgHaKo TaKoe cornacue nosyvyaeTcs B
CpPaBHUTE/IbHO CTPECCOBOWM CUTyaLUu: NpuaAa B
KAWHUKY, 04N NpecnenyoT COBEPLUEHHO UHble
LENn, Y HUX HET [OCTaTOMHOro BpemeHu, bnaro-
NPUATHON 06CTAaHOBKM O TOro, YTOObI BCe KAk
cnepyet o6aymaTbiC. Ha Haw B3rnag, B cayyae
nepeHeceHMA BPUTAHCKOIo ONbiTa B POCCUIACKYHO
AeNCTBUTENBHOCTb HEOBXOAMMO CHaYaNa NoOMoYb
NOAAM UAWN YA0BETBOPUTDL UX UHbIE MHTEPECHI U
TO/IbKO MOTOM, NOC/IEe COAEPKATENbHOM KOHCY/bTa-
LMK, NONyYaTb Y HUX COFlacne Ha UCMNO/Ib30BaHMe
COOTBETCTBYIOLMX CBEAEHUN.

be3ycnoBHO, BcA reHOMHaa MHbopmauusa ce-
pbe3HbIM 06pa3om 3aLLmLLEHA B COOTBETCTBUMN C
COBPeMeHHbIMM MMPOBbIMM CTaHaapTamull, Tem
He MeHee B MHTepecax obLecTBa ANA NeYeHunn
cepbesHbix 3a60/1eBaHNI CYLLECTBYIOT 3aKOHOAa-
TeNbHO YCTAHOB/IEHHbIE NPaBMAa UCNONb30BaAHUA
3TOM MHbOpPMaLMK. JaHHbIN ONbIT U MMetoLuecs
AOKTPUHAbHblE Pa3paboTKuM, B TOM Yncae B poc-
CUICKOM HayKe, HeobXxoAMMO y4mMTbIBaTb B popMu-
pyHOLLEMCA POCCUIICKOM 3aKOHOLATENbLCTBE.

[eHOMHble uccnenoBaHUA B OTHOLWEHUN M-
H6pPMOHOB NpeanoiaratoT BO3MOXHOCTb BO3HUKHO-

BeHMA Npobsiem C yCTaHOBIEHUEM POAUTENBCKUX
npaB Ha pebeHKa, KOTOPbIN NOABUTCA B pe3ybTa-
Te. B yacTHOCTH, B CUTyauuMK, KOraa UCNo/b3yroTcA
reHbl HECKO/IbKUX Ntogen (Hanpumep, Npu gOHOP-
CTBE MUTOXOHAPUN).

3akoHO4aTeNbCTBO BennkobputaHum npeayc-
MaTpPMBaET BO3SMOKHOCTb YCTaHOB/IEHWUS poauTe-
Nelt Taknx 1L, KOTopble B C1ly4ae UX 3aUHTepeco-
BAHHOCTM MOTYT 06paTUTbCA C COOTBETCTBYHOLLUM
3anABNEeHNEM, a YNpaBaeHWe No Ona1040TBOPEHNIO
n ambpuonornm yenoseka obasaHo byaeT ero
PacCMOTPETb U NPUHATb PELLEHWNE, YUUTbIBAA UH-
Tepecbl MaTeEPU N UHbIX CYObEKTOB BO3HMKLIMX
NpaBoOOTHOWEHUN. KaK MUHUMYM TaKoMy [0-
HOpY NpenocTaBAseTCA BCA OTKPbITAs AN1A Hero
nHdopmauma no pesynbraTam NPoBeAeHHOM re-
HOMHOW Tepanuu. To e camoe KacaeTcs pebeHKa,
KOTOPbIM MOXKeT 06paTUTbCA B YKa3aHHbIN rocy-
OAPCTBEHHbIN OPraH ¢ Tem, YToObl NONYYUTb UH-
dopmaumio o ero pogutene uan poautensx. Ans
peanu3aumm AaHHOIo NpaBa 3asBUTENIO A0/KHO
6bITb He meHblue 18 neT. 3aKoH 06 onoaoTBOpE-
HUM U SIMBPUONOTNIN YesloBEKA NpeaycMaTpmUBaeT
CUTyauMto, Korga BO3MOXKHO NoJly4eHMe MOJTHOM
MHGOPMaLMM M TONbKO TOM, KOTOPAa MOXKET bbITb
nosie3Ha 3asBUTENI0, HO He NAEeHTUPULMPYOLLAA
JIMYHOCTb AOHOPA, — POCT, LIBET [1a3 1 Bonoc, du-
3MYEeCKMe PaccTpoicTBa 1 T.A4.

Yalle Bcero Ha NpakTUKe NPpUMEHAETCA BTOPOA
BApPWaHT. Mpn 3TOM B HEKOTOPbIX NPeAYyCMOTPEH-
HbIX 3aKOHOAATE/IbCTBOM PAacCMaTPMBAEMOrO ro-
Cy4apcTBa C/ly4anx BO3MOXKHO MHPOPMMpPOBaHME
Camoro goHopa O TOM, YTO MNOCTYNWU/O 3asaB/ieHne
C Npocbb0oM O PACKPbLITUM ero IMYHOCTU. Ho npwm
3TOM MepcoHUPUKaLUA 3aABUTENA HE OCyLLecT-
BAAETCS.

Takum obpa3om, reHoMHaa MHopMmaLma, a Tak-
e cBefleHUs, KOTopble C Hell CBA3aHbl, MOAHOCTbIO
3alUMLLEHBI — KaK OT 3/10YMbILWEHHUKOB, TaK U
ANA COBNIOAEHNA ITUYECKMX HOPM!2. BMecTe ¢ Tem

10 Carson C., Hinton L., Kurinczuk J., Quigley M. ‘| haven’t met them, | don’t have any trust in them. It just feels
like a big unknown’: A qualitative study exploring the determinants of consent to use Human Fertilisation and
Embryology Authority registry data in research // BMJ Open. 2019. 9 (5),e026469.

' Mawkosa K. B., BapaeH M. B., 3eHuH C. C., Bapyuy A. /1., Cysopos I. H. CamoperyanpoBaH1e OTHOLIEHWI B
chepe MHGOPMUPOBAHUSA O XOLE M pe3y/ibTaTax reHETUYECKUX UCCNEA0BAHNIN: Npobaembl pa3paboTkM npo-
deccroHanbHo-3THYecKknx Tpebosaruii // Lex russica. 2019. Ne 6 (151). C. 131—142 ; Hukugopos B. B., Cy-
soposa E. ., UcmomuH H. I1., 3eHuH C. C., Cysopos I. H. Npobaembl 3aKOHOAATE/IbHOTO PErYINPOBaHUA UC-
NoNb30BaHMA reHeTUYecKon nHdopmaummn B chepe NMYHOro cTpaxosaHus B Poccum // 3akoH 1 npaso. 2019.
Ne 10. C. 26—32 ; Tpouykutii A. B., CypaHosa T. I, Cysopos I. H., 3eHuH C. C., Cysoposa E. M. AHanus mexay-
HapPOAHbIX MPaBW/I XPaHEHUA, AOCTYNA U 3aLLMTbl AAaHHbIX NOJHOTEHOMHOrO CeKBeHMpoBaHua // Mpobaembl

npasa. 2019. Ne 3 (72). C. 55—63.

12 Bredenoord A., Dondorp W., Pennings G. Ethics of modifying the mitochondrial genome // Journal of Medical

Ethics. 2011, 37, 97—100.
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B Al@aHHbIX MPaBU/1ax MOMKHO YCMOTPETb HapyLle-
HWe NpaB AeTel UMETb BO3MOXHOCTb OTC/IEXKMBATb
CBOIO reHeTUYECKYIO IMHUIO B NOSTHOM obbeme®3,

HeKoTopblli 3/IEMEHT ANCKPUMMHALNM YCMa-
TPMBAETCA TAaK}Ke B TOM, UTO OBblUHblE AETH 3HatOT
WAV UMELOT IOPULMYECKME OCHOBAHMA 3HATb O CBO-
NX POAUTENAX, UX MPOUCXOXKAEHMU U T.4. Y aeTen,
NosIBUBLUMXCA B pe3y/ibTaTe NpoBeaeHMa reHoM-
HbIX UCCNeA0BaHMIN, Takas BOSMOMKHOCTb He Npo-
CTO OTCYTCTBYET, HO MPAMO 3anpeLLeHa.

[Na noTeHuMaNbHO BO3MOXKHOM B byayLiem
NPaKTUKM TaKoro perynnpoBaHus B Poccum Bonpoc
TaK¥Ke NpeacTaBAseTcsa CNoKHopa3pelmbiM. Ha
Hall B3rNA4, BbIXOLOM U3 3TOM CUTYaLLUU MOXKET
6bITb pasgeneHune uenen goHopctea. Ecam 6uo-
maTtepuan npenocTaBaeH ansa IeYeHns Uan npe-
00/1eHMA KaKo-1Mbo NaTtoNornu, To AaHHble
MO *KeNaHWIo AO0HOPa AONXKHbI ObITb 3aKPbITbIMM.
Ecnu yKe 4OHOPCTBO OCYLLECTBAAETCA U3 MaTe-
p1anbHOIo UM MHOTO MHTEpPECca, TO BO3SMOXKHO
paccmoTpeHue Bonpoca 06 OTKPbITUM AaHHbIX O
OOHOpe ans ero byayuiero NOTOMCTBa, €CTECTBEH-
HO, NPU YCNOBUM OTCYTCTBMA BO3SMOXKHOCTU BO3-
HWKHOBEHWS CEMENHbIX, HACNEACTBEHHbIX U UHbIX
NPaBOOTHOLLEHUN.

Taknum obpa3om, 4OHOPCTBO reHoMa byaer
ecTecTBeHHbIM 06pa3om pasgeneHo Ha «bna-
ropofHoe», Koraa 4yes0BEK NOMOraeT Apyrum
cnpaBuTbCA ¢ 6BoNesHAMU, U Npeanonarakollee
ero maTepuanbHyH 3aUHTEPEeCcCOBaHHOCTb. B nep-
BOM C/ly4yae pebeHKy, poamnBLIemMycsa C UCNO/b-
30BaHMEM reHOMHbIX TEXHOJIOTUIA, MOXKET BbiTb
npeaocTaBaeHa TonbKo MHpopmaumna o dusmo-
JIOTMYECKUX JaHHbIX er0 poauTeNs, BO BTOPOM —
[0NYyCTMMO YCTaHOBNEHWE IMYHOCTU A0HOpPa C
peleHnem BO3MOKHOIO BO3HMKHOBEHMA lOpUaK-
yeckux npobsiem B Nosib3y 06enx CTOPOH.

3akoHO4ATeNbCTBO BenmkobputaHum npeayc-
MaTpMBaeT BO3MOXKHOCTb NoAayu 3as8BAEHUSA, CYyTb
KOTOPOro 3aK/ilo4aeTca B TOM, YTO INLO, POAMB-
LLeecs C MCNO/b30BaHUEM Fr@HOMHbIX TEXHONOTUN,
HaxoAuMTCA UK cobupaeTcs BCTYNUTb B UHTUMHbIE
nnn 6payHble OTHOLWEHUA C NpeanoaaraemMbim
cobcTBEHHbIM AOHOPOM. B cnyyae, ecnm AaHHble

Mua AeNCTBUTENbHO ABAAIOTCA IOHOPOM U GaKTK-
YECKMM PeLnnmMeHTOM, TO 3aABUTENIO PACKPbIBa-
tOTCS CBEAEHMA O /ILLe, Yel reH Bbin Mcnonb3oBaH
ONA ero poXKAeHus.

BO3MOXHO TaKke nonyyeHne nHdopmaumm
0 6paTbAX U cecTpax, KOTopble ABAAIOTCA AETb-
MM O4HOTrO AOHOpa reHoma. TaK, oba Takux anua
BrnpaBe 06paTUTbCA C 3aABAEHUEM B YNpaBaeHue
Nno onao0A40TBOPEHUIO MU 3MBPUONOTUM YeNTOBEKa,
C KaXKAbIM U3 HUX [OMKHA OblTb NPOBEAEHA KOH-
CYNbTaLUMA O BO3MOMKHbIX NOCNEACTBUSIX.

Ewe ogHol cBsA3aHHOW C 4OHOPCTBOM Npobne-
MOW ABNSIETCA CUTyalUUs, KOraa reHoOM YeNloBeKa
Mor 6bITb MCNOMBL30BAH 415 IedeHns becnaoams.
Mpwn aToM BMOMaTepmnan 4OHOPA MOXKET OCTaBUTb
cBovi cneal®, n pogmsluniica B pesynsTtate pebe-
HOK yHacneayet GU3M0N0rMYeckne Uam nHble oco-
6eHHOCTM AOHOPA. 3aKOH 06 ON0A0TBOPEHNN U
3aMbpuronorMm YesioBeka peLlaeT 1 3Ty npobaemy,
npeaycMaTpuMBas B UCKIOUYUTENbHbIX C/TyYasax no-
NyyeHune nHdopmaumm 1 4OHOPaMM O PeLUNUEeH-
Tax, U1 HAOBOPOT — peumnmeHTamm o OHOpPaXx.

[eHOMHble UccnenoBaHMA ABUMKYTCA B CBOEM
Pa3BUTUN CEMUMMUIbHLIMW LLIAraMu, U KaKUM 06-
pasom NonAaeT Ux ganbHenwas moaepHM3aums,
celyac ckasaTb O4eHb TPYAHO. B OCHOBHOM OHM
CKOHLLEHTPUPOBaHbl BOKPYr ambpuosornm n npo-
Lueaypbl onNa10A0TBOPEHUA, OAHAKO, NO MHEHUIO
YUYeHbIX, B byayllem reHeTUKa byaeT opueHTUpo-
BaHa Ha NpeLwecTByOWME UM FaMeTbl U UHbIE,
NpeALecTBYIOLME YXKe rameTam KneTkn!>,

Tem He meHee B BennMKobpuTaHUK cyLLecTByeT
oTpaboTaHHbIV rogamum NPaBoBO MEXaHU3M OCY-
LLLeCTBAEHWNA TEHOMHbIX UCCIeL0BAHNI B NEPUOL,
nosiBfIeHMA U pa3BUTUA ambpuoHa. OgHOM 13 ero
COCTaBHbIX YacTen ABNAETCA Y:Ke YNOMMHaBLUMICA
cyaebHbIn npeueaeHT. Mpu HaAMYUK BCEX BOMPO-
COB OTHOCMTE/IbHO MPABOBOrO UM 3STUYECKOTO Mo-
noxeHusa smbpuoHa’® cyuiectayrowme TexHonornm
nomoratoT 60/1bHbIM NtoAAM. XOTs 6bl TONILKO NO-
3TOMY BOMPOC O NPaBOBOM 3aKPenJeHUN reHOM-
HbIX UCC/Ie0BaHUI B OTHOLLIEHUN Byaywiux geten
OOJ/IKEH CTOATb HA MOBECTKE U Y POCCUIACKOTO 3a-
KoHogaTens.

13 De Campos T. C., Milo C. Mitochondrial donations and the right to know and trace one’s genetic origins: An
ethical and legal challenge // International Journal of Law, Policy and the Family. 2018. 32 (2), Pp. 170—183.

14 Sample I. UK doctors select first women to have «three-person babies» // Guardian 1st February. URL: https://
www.theguardian.com/science/2018/feb/01/permission-given-to-create-britains-first-three-person-babies

(maTa obpalueHnn: 17 aHsaps 2020 r.).

15 Greenfield A. Carry on editing // British Medical Bulletin. 2018. 127. 23—31.

16

CunysHoea Y. B. BbiCTynneHWe B pamKax MexXAyHapoAHOro cumno3smyma «l1paBo U CoOBpeMeHHbIe TeXHO/0-

r’Mn B meguumnHe, npoweawero 15—17 maa 2019 r. 8 MOCKOBCKOM roCy4apCTBEHHOM HOPUAMNYECKOM YHU-

BepcuTeTe.
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