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eHOMHaA MeanuUMHa B NOCNefHME rofbl BbICTyNaeT Kak

YCTOMUMBDLIN TPEHA, Pa3BUTKA HaLMOHANbHOIO 34paBo-

oxpaHeHuA. BmecTe ¢ Tem B 1opnamnyeckom acnekTe pe-
rynupoBaHve B 00NacTy reHOMHON MeauLMHbI OCTaBnAeT
»enaTb MHOTO JlyyLlero, B TOM uncie B chepe pasyMHOro
6anaHca MeXay NMpPaBOM YeNOBEKA HA »KU3Hb, OXPaHy 3[0-
POBbA 1 BYPHbIM PA3BUTEM PAa3HOOOPA3HbIX MeAMLMHCKIX
TexHonoruin. Kak 3to yacto GbIBaeT, npasosoe pezysiuposa-
Hue He Obl/Io FOTOBO (Ja Y He MOTJI0) BOCMPUHATL GYPHbIN
BCMJIECK Pa3BUTUA FrEHOMHOW MeguLMHbI B €e MHOTVX UMo-
cTacaAx, B TOM YNC/e B BEAYLLMX — B ANArHOCTUKE 1 Tepanmu.

Crpaterva pa3BuTuUA reHOMHOWN MeANLNHbI 1 COOTBET-
CTBYIOLLEro NpPaBoOBOro perynmpoBaHua B Poccum Bo MHO-
romM CBfi3aHa C BOMPOCOM O MPUCOeANHEHNN Hallen cTpa-
Hbl K KoHBeHUMn 1997T. 0 3awuTe nNpaB U AOCTOMHCTBA
yesioBeKa B CBA3U C MPYIMEHeHeM JOCTUXKEHWI Bruonornm
1 MeanumHbl (KoHseHuusa OBbeno®) 1 npexae BCero Cra-
Tbu 13 3TOM KOHBEHUMK, 3anpeLlaloleln pegakTupoBaHme
HacsiegyemMoro reHoma YyesioBeka.

3 Conseil de I'Europe. 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
(Editions du Conseil de I'Europe 1997). URL: http://193.205.211.30/
lawtech/images/lawtech/law/convenzioneoviedo.pdf; KoHBeHuusA o 3a-
LyMTe NpaB 1 JOCTOMHCTBA YeloBeKa B CBA3N C NPUMEHEHVEM JOCTIXKe-
HUI 6ronornn n meguumHbl // CMNC «KoHcynbTaHTIn0C».

3ameTrm, UTo NpucoeuHeHre K KoHBEHLMM HEeraTUBHO
OTPa3nTCA Ha Pa3BUTON NPaKTVKe YCTaHOBNEHUA POACTBEH-
HbIX OTHOLLEHWI, MOCKONbKY CT. 12 KOHBEHLMN fonycKaeT
MPOrHOCTNYECKOe TFeHeTMYecKoe TeCcTUPOBaHME TOJNbKO
B MEAMUMHCKMX Lenax v B Lenax MefULMHCKOW HayKW.
Mexay Tem B Hallel cTpaHe AOBOJIbHO XOPOLLO Pa3BUTO re-
HeTuyeckoe TeCTUPOBaHWe, HalleAlee CBOe NpYMEHeHne
B LUMPOKOM Kpyre HanpasJfieHWI, B TOM Ynche U B cyOebHoU
npakmuke. HeCOMHEHHO, BONPOChI AOMYCTMMOCTU U He[O-
NyCTUMOCTV PefakTUPOBaHWA FeHOMa YenoBeKa [OSKHbI
peLlaTbCa C YYeTOM MeXLYHapOAHOro onbiTa U MO3uLMIA
APYrux rocyfapcTB No 3To npobnematuke [13].

B mapte 2023 r. B JlToHgoHe coctoanca Tpetuii Mexay-
HapOZHbI CAMMUT MO PefakTNPOBaHMIO reHOMa YesioBe-
Ka. Ha cammuTte, B YaCTHOCTU, 3aciylanu BbICTYNeHUe
Buktopun lpen, nepBon NaumeHTKM C cepnoBUAHO-KIe-
TOYHOW aHeMueln, npolweglen Kypc fleyeHns, KoTopas
yXKe yeTblpe rofla He HY)K[AeTCA B NepenvBaHUN KPOBW.
B Lenom B HacTosALlee Bpems Mo BCeMy MUPY NPOBOANUTCA
6onee 130 KNUHUYECKMX UCMbITAHWIA, CBA3AHHbIX C pefak-
TMPOBaHMEM FEHOMA, a TaKXe pacCMaTpuBaeTCA 3asBKa
Ha ofjobpeHVe NepBOro NPoAyKTa, OCHOBAHHOIO Ha Tex-
HOMIOrMK pepakTMpoBaHusa reHoma CRISP* (Clustered regu-

“CRISPR npepcTaBnaoT coboi <MMMYHHY cucTemMy» 6akTepuii.
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UHgopmayuoHHO-npasoesbie sonpocbi ocmynHocmu u npedesnos éonycmumocmu...

larly interspaced short palindromic repeats — perynapHo
pacnonioXeHHble TpynnaMmy KOPOTKME MajUHAPOMHble
NMOBTOPbI), A/1A IeYeHNA CePnOBUAHO-KNIETOYHON aHEMUM
n 6eTa-Tanaccemmmn (onacHoe HapylleHVe Pa3BUTUA HO-
BbIX SPUTPOLINTOB B MepBble 2 roAa Xn3Hu pedbeHKa).

HecmoTpa Ha poctmkeHus, no cnosam JinHabl MNap-
TpUaK 13 BprTaHCKOro KOpOneBCKOro obuiectsa, HOBble
TEXHOJNIOTUWN HE MPUHECYT MNOJb3bl, €C/IN HE CTaHYyT LUMPO-
KopoCTyrnHbIM®. [0 ee MHEeHUIo, CeprnoBUAHO-KIeTOYHasn
aHeMuA ABNAETCA TOMY NMPMMepPOM: GONbLUMHCTBO JilogeN,
CTpagaloLL X AaHHbIM 3a00eBaHUEM, XKUBYT B AbpuiKe, rae
BO3MOXXHOCTM 3[PaBOOXPaHEHUNSI CUIIbHO OFPaHNY€EHbI.

CnepoBaTenbHO, NepBas Tepanusa pPeaakTUpPoBaHKA re-
HoMa OyAeT HefoCTyMHa AJiA 60bLUEeN YacT MPOBOFO CO-
o6LiecTBa 113-3a CTOMMOCTY 1 CJTIOXKHOCTU NpoLieflypbl, KOTO-
pas BKJ/oYaeT B cebA MHBa3MBHbIE NpoLeaypbl N3BeYeHs
KJeTOK ANA pefaKTUPOBaHNA, UHTEHCUBHYHO XMMUOTEPanuio
N pnuTenbHoe npebbiBaHve B 6onbHMLE. bbin noctaBneH
BOMPOC O HEOOXOAMMOCTU Pa3paboTKn yAoBHbIX MeTOL0B
NeyeHus], KOTopble MOIU Obl YAOBNETBOPUTL NOTPEOHOCTA
MaLMeHTOB B CTPaHax C HU3KUM 1 CPEAHMM YPOBHEM [IOXO-
na. Tak, ctaptoBble LeHbl B CLUA ot 1 go 3,5 mnH gonnapos
Ha OAHOro MauVeHTa CAULWKOM BbICOKW ANA PacLUMpPeHns
NpYMeHeHNA NPAKTUKN reHHON Tepanuu.

Kak wun3BectHOo, Btopon MexayHapoaHbii CcaMMnUT
(27—29 HoAbpA 2018 1., TOHKOHT) 6bIN CBA3aAH C LIOKUPY-
OLMM N3BECTUEM O PEAAKTUPOBAHMM FeHOMa KUTaNCKMX
6nm3HeuoB. Mo 3aaBneHuto X3 Li3AHbKys, OH Mcnonb3o-
Ban TexHonoruio CRISPR/Cas9 (Cas9 — 6enok-Hykeasa)
n ypanun reH CCR5 (KogmpyeT 6enok uenoseka) y smbpu-
OHOB AnA GopMUPOBaHNA pe3ncTeHTHOCTM K BUY (Bupyc
nmmyHogeduumnta yenoBeka). Hecmotpa Ha NoHeceHHoe
yueHbIM HaKa3aHue, B TOM Yuncsie nuiieHve ceoboppl, faH-
HOe [eno BCe elle OCTAeTCA Pe30HaAHCHbIM U TpebyoLrm
oLeHKUN ana GopMMpoBaHUA NPaBOBOrO PErynnpoBaHus.
3alWmMTa YyenoBeyeckoro a3mMOprioHa U reHoMa yesioBeka
BCE ellle HOCUT HeobA3aTeNbHbIN PUANYECKU XapaKTep,
HOPMbl OMUPAIOTCA Ha JOOPOCOBECTHOCTb MEXAYHapoa-
HOro Hay4YHoro coo0LiecTBa 1 NOAAepKaHMe MopaTopus.

CréuT 3ameTnTb, uTo fgeno X3 LizaHkya nobyguno Bcee-
MUPHYIO OpraHuM3auuio 3gpaBooxpaHeHusa (BO3) Bbiny-
CTUTb TPW OTUYETa O PedaKTUPOBaAHMM reHOMa YesioBeKa.
KoHcynbTaTuBHbIN coBeT aKcnepToB BO3 no paspaboTke
rno6anbHbIX CTaHZAPTOB YNpaBneHUs M Haf3o0pa 3a pe-
[JaKTUpoBaHMeM reHoMa YyenoBeka onybnukosan 12 nona
2021 r. pBa foknaga: «<PegaktmpoBaHme reHoma yenoBeka:
OCHOBBI yrpaBrieHns»® 1 «PefgakTpoBaHVe reHOMa Yeso-
BEKa: pekomeHzaLmm»’. bbin Takxke onybnmkoBaH conpo-

Ben Hirschler. Genome editing confronts major societal challenges.
URL: https://www.brunswickgroup.com/genome-editing-confronts-
major-societal-challenges-i25162/

¢ World Health Organization. Human Genome Editing: A Framework
for Governance; World Health Organization: Geneva, Switzerland, 2021.
URL: https://apps.who.int/iris/handle/10665/342484

7 World  Health  Organization. Human Genome Editing:
Recommendations; World Health Organization: Geneva, Switzerland,
2021. URL: https://apps.who.int/iris/handle/10665/342486

BOAUTENbHbIA JOKYMEHT C U3NI0MKEHNEM NO3MLUNSE, B KOTO-
|POM pe3toMNPOBANNCE KoYEBble MOMEHTbI OTYETOB.

PekomeHpauun BO3 ocHoBaHbl Ha ycTaHOBKe Heob-
XOANMOCTU CUCMEeMHbIX YNydlWeHUn AnA HapalwMBaHuA
noteHUMana B paboTe C reHHbIMX TEXHOJNIOTUAMM BO BCEX
CTpaHax Mupa. Ho nebatbl NPOAOIXKAOTCSA, U HET HUKAKNX
OCHOBAHWIN FOBOPUTb O peLleHUn Npobnembl B opuanye-
CKOM KJloye, TeM bonee yto pekomeHgaumu BO3 Bknio-
YalT rMNoTeTMYECKne CueHapum, CBA3aHHble C coMaTu-
YeCKMM N HacnefCcTBEHHbIM pedakTUpOBaHWEM reHoma
yenoBeKa, NpepnaratoT KloyeBble 3TUYECKME LIeHHOCTMU
W NPUHLMNbI, Mepbl MO 3aliMTe NpaB YesioBeKka (C yueTom
pekomeHpaumnn OBbeaCcKON KOHBEHLMUN).

OpfHako B CTpaHax C HNU3KUM U CPefHNM YPOBHEM [i0-
Xopa, roe perynupoBaHue B 006nactu pefakTMpOBaHMsA
reHoMa He ABNAETCA NPUOPUTETHbIM HaNpaBNeHNEM rocy-
[APCTBEHHOW MNOMUTUKM UAN HE OTBEYAET SKOHOMUYECKUM
MHTepecaMm (B CBA3M C LUMPOKMM PacipOCTPaHEHMEM Me-
AVILMHCKOTO M PENPOAYKTMBHOMO TYPU3Ma), OYEHb CIIOX-
HO roBOPUTb O COGMIOAEHNN PeKOMeHAALWIA, TeM bonee
B OTCYTCTBUE NIOObIX IOPUANYECKUX UHCTPYMEHTOB CaHK-
LIMOHHOIO XapaKTtepa.

KoHeuHO, KnoueBble 3TMUYECKME LEeHHOCTU B Peko-
MEHAAUMUAX MOTYT CTaTb 3GPEKTUBHbIM TPAMIIMHOM AN
paccmMoTpeHMA NpaKTMYeCKUX BOMPOCOB MpaB YenoBekKa,
TaKMX KaK paBHbI [OCTYN K Tepanuu, yBarkeHre YacTHON
YKU3HW 11 aBTOHOMMW JIMYHOCTU, FeHeTMYEeCKaa HeaNCKpU-
MUHaUWA, camoungeHTudrKaumns nogen ¢ MHBanngHOCTbIO
n ap. Nostomy BO3 npogonxaeT NOCTpOeHne NHKII03MB-
HOro rno6anbHOro Anasnora no nepeaoBbIM TEXHOMOTUSM.

Ha TpeTbem cammuTe OpPrkoMmMTET OMATb BbICTYNUN
C 3aABM€HNEM, YTO HACNeACTBEHHOE pPeaaKTUPOBaHME
reHoma YenioBeKa B HacCTosLlee BpeMa ABNAETCA Henpwu-
eMIeMbIM, NMOCKOJIbKY CTPYKTYpbl YrpaBieHua 1 3Tuve-
CKMe MPUHLMMbI ANsa OTBETCTBEHHONO WCMOSIb30BaHWA
pefakTMpOoBaHMA HacedyeMoro reHoma oTCyTCTBYyHoT [7].
[oaTomy BaxXHO MpopomkaTb obecneunBaTtb 3alUTy Jo-
[eln OT HefoKa3aHHbIX BMELIATENbCTB B FEHOM Y€/I0BEKaA,
N MeXAYHapOAHbIV Ananor [5] o Hagnexalux CTpyKTypax
ynpaBneHua, ctaHpapTax 6esonacHoctn N 3¢deKTUBHO-
CTW, STUYECKUX 1 MPABOBbIX HOPMax B 3To 0bnactu gon-
YKeH npogosKaTbcs?®.

HecmoTpsa Ha TO, UTO Tenepb yKe LWMPOKO MPUMEHN-
Mas TexHonorua CRISPR/Cas, koTopasa no3BONseT pefak-
TUPOBATb FeHOM C becnpeLefeHTHOM TOYHOCTbIO, b dek-
TUBHOCTbBIO U FTMOKOCTBIO, MOTEHLMANIbHO MOXKET M3MEHUTb
Oygyliee 4YenioBeyecTBa MyTeEM JIeYEHUs TEHETUYECKMX
N HacneacTBEeHHbIX 3abofieBaHUN, MeXAayHapoHoe COo-
06LLEeCTBO BBENO MOPATOPUIA Ha pPefaKkTMpOBaHUE reHOB
3apPOAbILLEBON INHUMN.

B sTnueckom, opuamyeckom, COLMaNbHOM U Hayu-
HOM COOOLLEeCTBE pefaKTMPOBaHME reHOB 3apobllLeBOW
JIVHUW BbI3bIBAae€T CMOPbl MO Pa3fINYHbIM OCHOBAHUSAM,

8 World Health Organization. Human Genome Editing: Position Paper;
World Health Organization: Geneva, Switzerland, 2021. URL: https://apps.
who.int/iris/handle/10665/342485

2URL: https://www.theglob-alfund.org/en/key-populations/
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lMpasoesoe pezynuposaHue 8 uHhopmayuoHHom obujecmee

HO oOMaceHVA BbI3bIBAlOT MPEXAe BCEero eBreHmyeckune
acnekTbl U NpobeMbl 3alUTbl MPAB.

BaxHO 06paTUTb BHMMaHME Ha HeKOTopble acrneKTbl
NpaBOBOro perynmpoBaHusA B 0bnacTu pefakTmpoBaHuUA
reHoMa YyesioBeKa B MepCneKkTUBe ero NpYMeHeHA B Knu-
HMYECKOW NpaKTuKe.

B aBrycte 2023 r. Mpe3ngeHT PO yxe nogHan Bo-
NpocC O CNIOXHOW aemorpaduyeckon cutyaumm B Poccun
1 chopmMynupoBan 3afjauy no yCUneHuo Mep noaaepKKm
MaTepPMHCTBA, OTLOBCTBA, CEMbW ANA BblpaBHUBaHUA fe-
Morpaduueckoro Kpusuca. Poccna He oTcTaeT OT BeayLmnx
CTpaH B 0611acT! MeAULUHbI U Pa3paboTKM HOBbIX TEXHO-
noruni B o6nact buomennLMHbl U reHeTUYeCKNX TEXHONO-
r1Mi, B TOM YMCie No pefakTpPOBaHMIO FreHOMa YenoBeka.
[aHHas cdepa nmeeT npsAmMoe OTHOLIEHUe K aemorpadu-
Yyeckol CuUTyauun, MOCKONbKY B KOHEYHOM MTOre nprme-
HEeHVe HOBbIX TEXHOMOMMI CBA3AHO C PEMPOAYKTUBHbLIMNA
npaBaMu 1 340POBbEM HacesleHUA CTpaHbl. besycnosHo,
reHHas NHXeHepua — 3TO UHCTPYMEHT Gyayluero B peLue-
HUM Npobnembl becnnogus.

CraTyc nepcoHann3npoBaHHON MeanLHbI [6] B Hawwen
CTpaHe 3aKkpenneH B CTpaTerMm HayuyHO-TEXHOMOrmye-
cKkoro pa3sutusa PO u aenaetcs npropuTeToM rocyaap-
cTBa. Ewe B 2019 r. 661K co3aaHbl TPY reHOMHbIX LIEHTPa,
a B 2020 r. — yeTbIpe nccnefoBaTebCKUX LeHTpa, 3aHu-
MaloLMecss HayYHbIMM pa3paboTKamu B OOMACTU HOBbIX
6UOTEXHONOTNIA.

Mpw pelleHnn BONPOCOB O BHeAPEHNW FreHeTUYEeCKNX
TEXHONMOMUI B KIMHUYECKYIO NMPaKTUKY HeobxoanmMo npe-
X[e Bcero obecneynTb NPaBOBOE perynnpoBaHue.

Bonpocbl, cBA3aHHble C penpoayKTMBHON aBTOHOMHO-
CTblO, HanMpPsIMylo 3aTparvBalT MpaBa Aetern U OyayLimx
nokoneHun. KoHeuHo, MCNonb3oBaHNE HOBbIX TEXHOMO-
rMIN pacKkpoeT HOBble BO3MOXHOCTY AnA leueHuns 6ecnno-
avs. Ho BaxHO obecneuntb UHEGOPMAYUOHHO-NPABO8YHO
6a3y [8] B Halleln cTpaHe, UTOObI COXPaHUTb TPaAULIMOH-
Hble LIeHHOCTW 1 3aLlMTUTb NpaBa OyayLmnx NOKONEHWA.

Hanpumep, npu ncnonb3oBaHuy npeanMniaaHTaLnoH-
HOW reHeTuyeckon guarHoctukm (MIO) pogutenn ncnonb-
3yI0T CBOIO PENPOAYKTVBHYIO aBTOHOMUIO 1 onpeaensaoT
Oyayluee cBoero pebeHKa, NCXoAa U3 JIMYHOTO NpefCcTaB-
neHuns o bnarononyyny CBOMX Aeteil, OCHOBaHHOM Ha Nny-
HOM orbITe.

MoxeT nn gaHHOe MpPaBO Ha YyfyylleHue MNpUBecTu
K eBreHuKe Wamn HeT, JOMKHO N1 FoCyQapCcTBO perynmpo-
BaTb acneKTbl reHETUYECKOro pefakTpoBaHna 1 oTbopa
3MOPMOHOB B MMMepaTVBHOM nopsake?

M3HauanbHo [ ncnonb3oBanacb Kak guMarHocTuye-
CKUI MHCTPYMEHT AnA oTbopa 3MOPUOHOB NP 3KCTpa-
KopnopanbHoMm onnogoTteopeHnn (IKO), Hanpumep, npu
HanMuMM reHeTUYeCKNX aHOManuin y oboux poautenen,
Korfa OHW XOTAT NPefoTBPaTUTb Nepefavy HacnefCcTBeH-
HbIX FeHeTMyecknx 3aboneBaHuin ceoum aetam. OfHako
CTOUT BOMpoc 06 oTbope 3MOPUOHOB C OTKIIOHEHVEM

1%Yka3 lNpe3npaeHTa PO oT 1 gekabps 2016 r. «O CrpaTteruy HayuyHo-
TexHonorunyeckoro passutna Poccuinckon Oegepaummy» // CNC «<KoHcynb-
TaHTMnoC».

(Hanbonee pacnpocTpaHeHHbIN NPUMepP, KOrAa poamTenm
C FyXOTON BbIOMPAIOT 3MOPMOHA C TEM e OTKITOHEHU-
€M) 1 SMOPUOHDI, KOTOPbIe MPU3HaHbl «<HE3[OPOBLIMUY
(3popoBbe — TOXKe OTHOCMTENbHOE MOHATUE, CBA3AHHOE
C YPOBHEM XM3HU YesioBeKa 1 C Pa3BUTMEM TEXHUKN U TEX-
HOMOTNi1), OTOPaKOBBIBAIOTCA U YTUAN3MPYIOTCA.

B HekoTOpbIx npaBonopsagkax ucnonb3oBaHue [
BOOOLLE He yperynMpoBaHO 3aKOHOM, a MCMOJb30BaHNe
reHeTUYeCKUX TEXHONOTMI Ha 3MOPKOHaX, MOMyYeHHbIX
B npouecce KO, B OTCYTCTBMM NPABOBOro perynMpoBaHusa
elle 605blue U3MEHAET NaHAWADT MeANLIMHCKUX HayYHbIX
METOAOB NeueHVA B Gnwkanwem 6yayuiem. BoamoxkHo,
UTO WCMOJSIb30BaHME 2eHemuy4ecKkozo0 pedaKkmupo8aHus
npu KO cTaHeT BO3MOXHOW 1 JOCTYNHOM npouenypon,
Torga Ml n reHeTUYeCcKoe pefakTMpPOBaHME SMOPUOHA
CTaHeT YacTbio MeAULMHCKOWN YCNyri no nedyeHuto 6ec-
nnogus. B KoHeYHOM MTOre BONPOCHI STUKM M NpaBa Tak
N OCTaHYTCA HepeLUeHHbIMU, MOCKOSbKY «HeyAauyHO» oTpe-
[JaKTUpOBaHHble 3MOPUOHBI BCe paBHO OyayT noanexatb
yTUAM3aUnn, a reHHasa Tepanua NprUBeAeT K peanusayuu
naen cosgaHua gusanHepCcKux MnageHLeB Ha NpaKkTuKe.

Mcnonb3oBaHne reHeTnyeckoro pefakTmpoBaHNa am-
OGPUOHANBHOWN NMHUN MOXXHO CPaBHUTL C pa3Butmem KO
N CypporaTtHoro mMarepuHcTBa. /3HauanbHO nokasatenu
ycriexa npu KO cocTtaBnsanm Bcero 5%, HO Obinn BHe-
ZApeHbl 6onee 3pPeKTrBHbIE NIeKapCTBa A4S CTUMYIALUN
ANLIEKNETOK, ynyylleHbl MeTofbl 06paboTKy ramer, paspa-
60TaHbl MeTobl, obnervaLyme onnoAoTBOPEHNE — 3TO
BCE MPYBENO K LWWMPOKOMY U YCMELIHOMY UCMONb30BaHMIO
SKO". CypporaTtHoe MaTepUHCTBO Obino 3anpeLieHo, 3a-
TeM B HEKOTOPbIX MpaBonopaAKax NoOABMANCH NepBble A0-
3BONUTESIbHbIE HOPMbI, B HACTOALLEe BpeMsa CypporaTHoe
MaTepPUHCTBO AOCTAaTOMHO 4YacTo mcnonblyetca. OgHako
CTOMT 06paTUTbL BHMMaHKWeE, UTO NpaBa poguTenen, Cyppo-
raTHOM maTepu U pebeHKa, YCTAaHOBIEHNE POAUTENBCKUX
N HacnefCTBEHHbIX NpPaB — BCE 3TO 3HAUWTENIbHO pa3nu-
yaeTca B pa3HbIX CTPaHax, YTo Bbi3biBaeT Maccy npobnem
1 cynebHbIX pa3bupaTtenbCTB.

Takum 06pa3omM, OUYEBMAHO, UTO FreHeTMYecKoe pefak-
TUPOBaHNE CO BPEMEHeM TaKXKe CTaHeT pacrnpoCTpaHeH-
HoM npouepypori. [Mo3ToMy MOKa yuyeHble BCero mupa
NPOBOAAT MHTEHCMBHbIE HayuHble MUCCefoBaHWA, Heob-
X0AMMO pa3paboTaTtb U NpakTUYeCKn BHEAPUTb MPaBoOBble
HOPMbI, KOTOPblE YPerynMpyoT BCe BONPOChI MCMOJIb30Ba-
HWA JaHHbIX TEXHONOTUI.

buonornuyecknn maTtepuan uenoseka, CBA3AHHbIN
C penpopyKTMBHbIMM GYHKUMAMU (ANLEKNeTKM, cnep-
MaTO30MAbl), CTAHOBUTCA OOBEKTOM rpaxkJaHCKUX Mpas.,
BEPOATHO pacnpocTpaHeHne rpa)kaaHCKo-MpaBoOBOro pe-
Xuma [1, 2] n Ha aMOPUOHBI YenioBekKa. Tem 6onee uto BO3
pekomeHAoOBana He NPAMOW 3anpeT Ha WCMNONb30BaHUe
reHeTMYeCcKoro pefakTUpPOBaHWA, a NMUWb «obpawamecsa
¢ ocmopoxHocmeto»'? [9]. BnonHe gonycTMo, 4YTo C Ta-

" URL: https://medicine.yale.edu/news/yale-medicine-magazine/
article/overcoming-infertility/

2Cohen, 1.G., Sherkow, J.S., Adashi, E.Y. Handle with Care: The WHO
Report on Human Genome Editing. Hastings Cent. Rep. 2022, 52, 10.

MpaBoBasa nHdopmatnka N°3 — 2023



UHgopmayuoHHO-npasoesbie sonpocbi ocmynHocmu u npedesnos éonycmumocmu...

KUMW e npobremaMu CTONIKHETCA MUP NPU UCMONb30Ba-
HUW FreHETUYECKOTO peaakTNpPOBaHNs, KOTOPOE PaHOo Uin
Mo34HO BCE PAaBHO CTAHET BO3MOXHbIM 1 JOCTYMHbIM. [1o-
3TOMy COBepLUEHHO HEOOXOAMMO HauyaTb GopMUpoBaHue
MHGOPMaLMOHHO-MPABOBO 6a3bl AJ1A NCMOSIb30BAHMA Fe-
HeTMYeCKOro pelakTMpPOBaHMA reHoMa YenoBeka.

B sToM vacTu cnepyeT npuBecT B MpuvMep Hamnpas-
neHne B paboTe reHeTUYECKMX TEXHOMOMUIA B HacTosLLee
Bpems. B CBA3M C OrpaHNUYeHHOCTbIO B 4OCTYNE K raMeTam
yenioBeKa 1 3anpeToM MCMonb30BaTb SMOPUOHbI YenioBe-
Ka B MCCNEefOBATENIbCKMX LeNIAX BO MHOTUX NMpaBonopsa-
Kax npoxoauT paboTta Mo nepenporpaMMUpPOBaHUI0 CO-
MaTMYECKMX KJIETOK B3POC/IOrO OpraHn3ma B ANLEKNeTKM
U cnepmMaTo3ouabl 15 JaNbHENLIEro WUCMOSb30BaHuA,
Moka B MccrnefoBaTeNibCKuMx Lensax. Ha MomMeHT Hanuca-
HMA CTaTbu eweé He Obin co3paH 3SMOPUOH M3 Mepenpo-
rPamMMMPOBaHHBIX COMATUYECKKX KNeToK. Ho pa3paboTku
NPOJOSIXKATCA, U HeobXoAMMO onpeaenuTb MPaBOBOW
CTaTyc Bcero Habopa OGuonormuyeckoro matepuana ue-
NOBEKa [0 BHEAPEHUs FreHETUYECKX TEXHONOTMI B WN-
pokylo npakTuky. Cnepyioliee MOKOsieHNe nepenoBblX
reHeTUYeCKUX MeTOHOB JNeyYeHUs MNoAHMMAeT rnybokne
MeAULMHCKIME, STUYECKME U MPaBOBble NPobieMbl, KOTO-
pble HeoOXOoANMO PELINTb, YTOObI FapPaHTUPOBATb, UTO pe-
BOJIIOLMOHHbIE TEXHONOMMI NPUHECYT NOJb3y NaumneHTam
1 obLiecTsy.

KoHeuHo, MHOro Mex[yHapofHblX aKTOB 3aTparvBa-
0T BOMPOCHI FeHeTUYeCcKoro peaakTUpPoBaHMA. YKasaH-
Hasa KoHBeHUusA 0 3awuTe nNpaB 1 [OCTOMHCTBA YesioBeKa
B CBA3M C MPUMEHEeHUeM JOCTVXeHWI bruonorum n megu-
umHbl (OBbeCKan KOHBeHLMA) B cTaTbe 13 3anpelyaeT pe-
[laKTMPOBaHMe reHoMa yesioBeka. Bceobuas [eknapauus
IOHECKO o reHome 1 npaBax yenoseka B CT. 1 n 10 yka-
3blBaeT, UTO YenoBeyeckoe AOCTOMHCTBO BCerAa AOMKHO
npeobnafaTtb Hag NtobbIMK UccefoBaHUsAMA. B cT. 2 noa-
YepKUBAETCA BaXXHOCTb HayUHbIX NCCNEA0BaHNIA, KOTOPble
[OJIXKHbI y4MTbIBaTb NpaBa YesioBeka, OCHOBHble cBOOOSbI,
PaBHbIN JOCTYMN K MeAULIMHCKOMY 0OC/y»K1BaHMIO, Hay4HO-
TeXHMYecKre pa3paboTKu.

Mpn 3TOoM CcTOUT 06PaTUTL BHUMaHWe, YTO 1A CTPaH,
npucoeanHnBLUNXCA K OBbeCKOW KOHBEHLMW, PEfAKTU-
poBaHne reHoMa MOKeT ObITb pa3peLLeHo HaLuNOHaNbHbIM
3aKOHOJATEeNbCTBOM TOMbKO B KOHTEKCTE MCC/IefoBaHUN,
T. €. PenpPoOAyKTMBHbIE Lenu UcknvatTtca. [Ona uccne-
[oBaHWI Heobxoaumo cobnopeHne 08yx yciosul: 3M-
6PUOHbBI M3HayalbHO CO3AalTCA B LieNAX UCCNefoBaHus,
a He B PENpPOAYKTMBHbLIX LeNfAX, 1 OOHOPbI rameT ganuv
npeaBapuTenbHoOe UHpOpMUpPOBAHHOE cozaacue [3] Ha nc-
nonb3oBaHWe nx Gronornyeckoro Matepuana B UCCnefo-
BaTEeNIbCKMX LensiX. PegakTypoBaHne reHoma B rameTax
MOXEeT OCYLLEeCTBNATLCA NPU YCIIOBUW, YTO MoAndMLMpo-
BaHHble rameTbl He OyAyT NCNoNb30BaTbCA ANIA CO3AaHNA
SMOPVIOHOB.

[nAa cTpaH, He NpucoegnHMBWNXCA K OBbeaCKOM KOH-
BEHL MW, eAUHCTBEHHbIM NPaBOBbIM MEXaHU3MOM perynu-
pOBaHMA ABNAETCA HALMOHANbHOE 3aKOHOAATENbCTBO, KO-

URL: https://onlinelibrary.wiley.com/doi/10.1002/hast.1350

TOpOe MOXeT M3MeHATb Nitobble nonoxeHna KoHBeHLMY,
KaK B OTHOLLEHWM rameT, TaK M SMOPrOHOB. Tak, Hanpumep,
nobol nccnenoBaTeNlbCKUN MPOEKT, CBS3aHHbIN C pefak-
TUPOBaHMeM reHoMa, nognagaeT nog 3anpet B lfepmaHuy,
ABCTpuUM, VTanum, HO MOXET OCyLLecTBASATbCA B Benuko-
6putaHun n LLiBeunn (Kpome TOro, B 3TUX CTpaHax paspe-
LLIeHO co3faHre SMOPUOHOB B UCCNIeA0BaTENbCKMX LiensaXx).

B HacTosLLEee Bpems HeOoOX0AMMO YeTKo NpopaboTaThb
BOMPOCbI COOTHOLLEHUs PEenpPOAYKTVBHOW aBTOHOMMM
N rocyfapCTBEHHOTO ynpaBneHna's, 0CO6eHHO C yyeTom
CJIOXKHOW AemMorpaduyeckon CuTyaumm B rOCYAapcCTBe;
3BOMOLMOHNPOBAHNA KOHLENTYanbHOW €BreHnKN, KOoTo-
pasA ocyulecTBaseTca Oyaywummy pogmTensamMmn Kak 4acTb
pPenpPOaYKTMBHOWN aBTOHOMMY; 3alUTbl MPaB 1 PenpoayK-
TUBHOTO PaBEHCTBA NPU UCMONb30BaHNM FEHOMHBbIX U re-
HeTUYeCKUX TEXHONOTI 1 Ap.

KoHeuHo, penpoayKTVBHAs aBTOHOMUSA U poAuTENb-
CKaA aBTOHOMMA ABAAKTCA KPaeyrofibHbIM  KaMHeM,
HO AaHHaa cBobofa He MOXeT ObITb abcontoTHoW. [lomkeH
NMPUCYTCTBOBATb 3aKOHHbIM TOCYAAPCTBEHHbIN UHTEPEC,
KOTOPbIV 3aKJoyaeTca B obecneyeHnn Toro, YTobbl reHe-
Tyeckne moandukauum He Hapylanyi pyHaamMmeHTasbHble
3TVYeCKre MPUHLKMMbI U MPaBa YesioBeKa, He CTaBWn Noj
Yrpo3y 3[0p0Bbe HaceneHus, He CNOCOO6CTBOBANN U He yCy-
ryonanm cyuiectayioLlee HepaBeHCTBO U ANCKPUMUHALMIO.

OueBNAHO, UYTO CTPEMUTENIbHOE PA3BUTME FeHeTnYe-
CKMX TEXHONOTMIA U OCOBEHHO reHEeTUYECKOro pPeflakTMpo-
BaHMA TpebyeT NPUHATMA Mep CO CTOPOHbI roCcyfapcTBa
M MPABOBOro COOOLLECTBA; AOMKEH ObITb 0becneyeH mno-
CTOSAHHbIN ANanor Mexay rocyfapcTBOM U yueHbimu. MNpu-
MEPOM TaKoro coTpyaHuyecTsa moxet ctatb CoBellaHue
Mo BOMPOCAM Pa3BUTUA FEHETUYECKNX TEXHONOTWI, NPo-
wepwee 17 HoA6pA 2021 r. ¢ yuactnem lNpe3unpgeHTta PO,
npepcTaBuTenell rocyfdapcTBEHHbIX CTPYKTYp, Ou3Heca
N HayKun'.

Ha sTom coBelaHnm 6bi10 coobLLEHO O Havasle HOBO-
ro HanpabfieHVA B MeAuLMHe — HeoOHAMAsabHOM CKpU-
HUH2e Ha BPOX[EHHbIe 1 HacNellCTBEHHble 3a00neBaHus,
a TakXe reHeTUYeCcKon NacnopTuU3aum HOBOPOXAEHHbIX
B Poccuun. 3T HanpasneHNA NOKa3biBalOT BaXKHOCTb KOH-
convpaunn yCUanm rocygapcTea, Hay4yHOro 1 NpPaBoOBOro
coobuwectBa gns ¢opmMmpoBaHusa KoHuenumn npaBoBoO-
ro perynupoBaHusa o6opoTta bruonornyeckoro mateprana
yesioBeKa 1 WCMOJIb30BAHMA TEHETUYECKUX TEXHOJNOTMN
B MeZLUHe.

BaxHo, uToObl rocygapctso obecneumBano 3anpet
Ha MCMOJIb30BaHMe reHETUYECKX TEXHONOTWIA B CIyYasx,
«NPOCMO OMKJIOHAIOWUXCA OM ChopHoU 2eHemuyeckol
HOpMbI» N He CBA3aHHbIX C Cepbe3HbIMU HapyLUEHUAMU
310POBbS 1 YIPO30W KU3HMW.

OfHO3HAYHO, YTO NPU NPaBOBOM PeryanpoBaHUN OT-
HOLLEHWIA BaXXHO YUMTbIBaTb CNeLNPUKY STUX OTHOLLEHWN],

3 ®epepanbHblil 3aKoH OT 5 ntona 1996 r. N°86-03 «O rocyaapcTBeH-
HOM perynMpoBaHnNn B 0611acTyi FeHHO-UHXEHEePHON aeaTenbHOCTU» //
Poccwiickas raseta. 2008. 9 aek.; Yka3 MNpesngeHta PO ot 6 nioHa 2019 .
Ne 254 «O Crpateruu 3ppaBooxpaHeHus B Poccuiickon Qepepauumn
Ha nepuog ao 2025 ropa» // CMNC «KoHcynbTaHTIIN0C».

“URL: http://www.kremlin.ru/events/president/news/67119
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B TOM ymcne C MeAULMHCKON TouKmM 3peHuna. C pa3Butmem
HayKN 1 TEXHUYECKUX BO3MOXKHOCTEN MHOrve 3abonesa-
HUA OMArHOCTUPYIOTCA U NleyaTca C YY4ETOM HOBbIX JOCTU-
XEeHWIA N BO3MOXKHOCTEN, BBOAATCA HOBble onpefeneHmns
6one3HN 1 3aboneBaHUN (MHOrAa C MOJHLIM yAaneHnem
npexHx onpegeneHunin). To ecTb npouecc onpepeneHns
NMOHATUN «OONE3Hb» N «3[0POBbE» HAXOAUTCA B MOCTOAH-
HoW AuHamuKe. Kpome Toro, faHHble MOHATUA NOABEPXKe-
Hbl BJINAHWIO COLIMOKYJSIbTYPHBIX, MPaBOBbIX, 3TUYECKNX
N MOpasibHbIX HOPM. PaHKWLbl 3aNPEeToB U pa3peLLeHui
NMOCTOAHHO MEHSIOTCA B 0011aCTU 34PaBOOXPaHEHUS U Ha-
YK/, UTO He MO3BONAET YCTaHaBNMBaTb eAuHble NpaBuia
N CTaHAapTbl, 0COGEHHO B Takol 06nacTu, Kak reHeTuye-
CKOe peflaKTMpoBaHMe.

Ba)HO yunTbiBaTb Pas3nuumsa B MOHATUAX «JleUeHune»
N «ynyylleHne COCTOAHWI OpraHu3Ma» C TOUKW 3peHus
npaBoBbix HopMm. QPepeparnbHblil 3akoH 2011 1. «O6 oc-
HOBax OXpaHbl 340p0oBbA rpakaaH B Poccuiickon Qepe-
pauuu», packpbiBasa cofepaHune MCroNb3yeMblX B HeM
MOHATUN, ONpeAessieT, B YAaCTHOCTY, MOHATUE «iedeHue»
KaK «KOMNJIeKC MeOUYUHCKUX 8MewamesibCme, 8bINOJHA-
eMbIX N0 HA3HA4YeHU0 MeOUUYUHCKO20 paboOMHUKA, Uesbio
KOmopebIx A8/79emca ycmpaHeHue usu obsez4eHue nposAs-
neHul 3abonegaHua unu 3abosnesaHuli 1ubo cocmosaHul
nayueHma (T. €. U3MEHeHWA OpraHr3ma, BO3HMKAOLMX
B CBA3U C BO3AENCTBMEM MATOreHHbIX U (1nn) dursnonoru-
yecknx GakTopoB 1 TPeOYLMX OKa3aHUA MeANLUHCKON
NMOMOLLM), BOCCMAHOB/IeHUe UJIU yJTyduleHue e20 300p08b4,
mpydocnocobHocmu u Kayecmaa xu3Hu» (n. 8 n 17 ct. 2)'°.
HopmaTtunBHble npaBoBble akTbl Poccuiickon ®Oegepaunn
He onpefensAioT MOHATUA «ynyylleHne COCTOSHWUIA opra-
Hu3Ma». BaxkHo 3akpenutb faHHoe noHatne B O3 «O6 oc-
HOBax OXpaHbl 340pOoBbA rpakaaH B Poccuiickon Qepe-
pauumn», 4tobbl OrPaHNYUTb BO3MOXHOCTU MPUMEHEHUA
reHeTNYEeCKoro peaakTpPOBaHNA He B LieSIsX JIeUeHus.

Kak npefcraBnseTcs, 3aKoH JOMXKeH onpefenutsb Gpusn-
yeckme 1 Ncrxmyeckne ycroBus, YOOBNETBOPALME Npa-
BOBbIM V1 MOPaJsibHbIM aCMEeKTaM 340POBOro NHAVBKAA NPK
NCMOSIb30BaHNM FreHHOW UHXeHepUK C TOUKM 3peHs 3alm-
Tbl 6yayLmx nokoneHui. Mpwu Bbibope ambproHoBs npu KO
WM NpoBeAeHVM NpPeavMIaTaHUMOHHON FeHETNYECKON
OVNAarHOCTMKN BaXXHO OMpeaenATtb AanbHenwy cynboy
OCTaBLUMXCA IMOPMOHOB, XapakTep 3aboneBaHVA Ux OT-
KIIOHEHUS, HaJIMULMe FTeHETUYECKN POACTBEHHbIX AETEN.

OueBMAHO, YTO MpPaBOBble HOPMbl He MOTYT pPeLnTb
BCe 3TnYecKne npobnemMbl M YaCTO OTCTAIOT OT HOBEWMLLNX

> DepepanbHbIi 3aKoH OT 21 HoAbGpA 2011 r. N2 323-03 «O6 ocHo-
Bax OXpaHbl 300poBbsA rpaxaaH B Poccuiickon Gepepaymm» (peg. 18 man
2015 r.) // CMNC «KoHcynbTaHTn0C».

pa3paboToK B 06MacTu MeauLmnHbl, GBUOTEXHONOTUIA 1 Te-
HOMHbIX MCCNefoBaHNMA. He Bbi3blBaeT COMHEHUI TaKKe
CNIOXKHOCTb 3aKOHOAATENIbHOW FapMOHU3aLNN Ha MeXay-
HapoZHOM ypoBHe [5]. IMeHHO nmo3Tomy Ba)KHO onpe-
OenAaTb 1 3aKpennAaTb 2yMmaHucmuyeckue npuHyunel [11]
N yCUAUTb AEATENbHOCTb STUYECKMX KOMUTETOB, MOCKOSb-
Ky B HacTosLlee BpeMs y CTPaH MOXeT BO3HUKaTb cobnasH
npennaratb 1 NPefoCTaBATb BCe bonee MArkre npasuia
[NA NpoBefeHNA NCCeoBaHNI B KOHKYPeHTHo 6opbbe
3a NpuBneYeHre MHOCTPAHHOrO KanuTana u nnaepcTso
B 0611aCTV HayKu 1 MeauuMHbl. BaxXHO 06paTTb BHUMA-
HWe, UTO pasnuuMe B CTaHJapTax TakKe BNUAET Ha afek-
BATHYIO OLIeHKY pe3yfbTaToB UCCIefoBaHN.

B cBA3M C 3TVM NpeACTaBAsAETCA, YTO HEOOXO4MMO NPo-
BOAUTb KOHCYNbTUpOBaHue [12] ¢ 3Tnyecknmmn cosetamu,
dopmumpoBaTtb eauHyto KoHuenumio B Poccuinckon Qepe-
pauuu, COBEpPLLEHCTBOBATb HOPMbl OTEYECTBEHHOIO 3aKO-
HoJaTenbCTBa B COOTBETCTBUM C HOBbIMU peanuamu B 06-
nacTv 6MoMeanLMHBI N TEHHOWN UHXeHepuK. BaxHo npo-
ZoMKaTb NOAAEPKKY PaboT, KOTOpble NO3BOMAT MNOAYYNTb
HayuHble 1N Hay4YHO-TEXHMYECKMe pe3ynbTaTbl U CO3AaTb
TEXHONOMNK, ABNAKOLWMECA OCHOBOW WHHOBALMOHHOIO
pa3BUTUA BHYTPEHHErO pblHKa MPOAYKTOB U YCIYT, OKa3a-
HUA MEANLNHCKOM U NEeKAaPCTBEHHOW MOMOLLN, PELLEHNIO
aemorpaduryeckmx npobnem.

BHegpeHMe reHeTMYeCKUX TEXHOMOMUN, BKIOYEHME
O6MONIOrMYecKoro Mmatepuana B rpaXkgaHCKuin obopoT
npeacTaBnAaeT coboM OrpOMHBIA SKOHOMUYECKMI MOTEH-
uman. B 2017 r. pbIHOK TEXHOMOIMNIN FeHEeTUYECKOro pe-
JakTupoBaHua oueHnBanca B 3,19 mnpg gonnapos CLUA,
B 2022 r. — 6,28 mnpg gonnapos CLUA. Mpn 3ToM 6MOUH-
KeHepUAa U MeQULUHCKaa reHeTrKa, KOTopble HanpAmyto
CBA3aHbl C pe3ynbTaTaMi MPUMEHEHWA TEXHONOII reHe-
TNYECKOro pefakTMpoBaHuA, MOryT obecneunTb K 2035 T.
06bem pbiHKa 0Koo 2 TpnH gonnapos CLUA', BHegpeHune
HOBbIX BbICOKOMPOAYKTUBHbIX BUOOOBHEKTOB U MpPUMeEHe-
Hue 3 PEeKTUBHbBIX TEXHONOrMYECKUX pexnmos [1, 4, 10]
06ecneunT 3HAUUTENbHYI0 MHTEHCUPUKALMIO NMPOU3BOA-
CTBEHHbIX NPOLLeCCOB.

Takum obpa3om, Moka B MUPOBOW MpaKTVKe NPOXOAAT
COOTBETCTBYIOLUME HayyHble WCCefOBaHWA, NpeacTaBs-
eTca LenecoobpasHbiM pa3pabotaTb U BHEAPUTb dddek-
TUBHblE NPaBOBbIE€ HOPMbI, KOTOPbIE YPErynmpyoT BOMpo-
Cbl VICMONb30BaHUA FEHETUYECKNX TEXHONOMUIN C yYyeToMm
HaLMOHaNbHbIX NHTEPECOB M MPUHLUMNOB COTPYAHMYECTBA
Poccum ¢ gpyrumm ctpaHamm B 06nacTv 3gpaBoOXpaHeHus.

1 URL: http://static.government.ru/media/files/1FErVexYSoVYFduUn
1tStWILkyrkTEmu.pdf

PeyeHseHm: Ucakoe Bnadumup Bopucosuy, 00kmop ropududeckux Hayk, npogheccop, 3acsiyxeHHsil topucm Pocculickoli
Medepayuu, deticmsumesnbHeblili 20cydapcmeeHHbIl cosemHuk Pocculickol ®edepayuu 1 knacca, 3asedyrowuli Kagedpol
meopuu Npasa u cpagHUMesIbHo20 NPasosedeHUa HayuoHaneHo20 ucciedo8amesnbckoz2o yHusepcumema «Beicuias wko-

J1a 3KOHOMUKU», 2. Mockea, Poccutickaa ®edepayus.
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Abstract

Purpose of the work: the topic of the paper is goal setting in the field of legal regulation of genomic medicine, its accessibility
for Russian citizens, admissibility of using genetic engineering for treating genetic deviations, prospects for setting up a legal
regulation regime for genomic medicine complying with the social, ethical and religious values of the society.

Methods used: system as well as normative-cum-dogmatic approach, sociological and statistical methods of study,
analysis of research literature.

Study findings: determining the goals and tasks which the legislation on genomic medicine currently under development
should comply with, as well as criteria for the compatibility of international conventions and programmes with the modern
medical policy of the Russian government.
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