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AUNEMMbI 3TUKU U NMPABA B MEOULUUWHCKUX TEEHETUYECKUX
MCCINEOQOOBAHUAX

AHHOTauuAa. Cmamesi nocesuweHa aHaau3y 3muKo-rpasosbix uneMm 8 copepe MedUUUHCKUX
2eHemu4eckux uccredosaHull u mexHosoaut. Onpedenisemcs noHsmue OuneMMbl Kak cumyayuu
8blbopa mexdy 83aUMOUCKITIOYaWUMU aflbmepHamueamu, Kaxdoasi U3 Komopbix obnadaem Mo-
paribHOU 3Ha4UMOCMbIO U COMNpoBoxX0aemcsi HeU3bexHbIMU HeaamugHbiMu rocredcmeausimu. Oco-
boe sHuUmaHue ydernsemcsi Haubosiee pacrnpocmpaHEHHbIM 3MUKO-Paso8biM KOHQIUKMaM 8 Me-
OUUUHCKOU 2eHemukKe, 6KJ/lroYasi 80rpoChl KOHGhuOeHUUalbHOCMU 2eHemu4eckol UHgopMayuu,
npasa Ha He3HaHUe eeHemu4ecKux rpedpacronoxeHHocmed, dOCmMyrnHOCMU 2eHemu4yecKkozo me-
cmuposaHusi, pedakmupoeaHusi 2eHOMa U UCIOoMb308aHUs 2eHemuYecKkux OaHHbIX 8 cydebHou
npakmuke. B cmambe ob6cyxdaromcsi cospeMeHHbIe 8bI308bl, C85I3aHHbIE C MPUMEHEeHUEM rnepedo-
8bIX 2eHemu4ecKkux mexHosnoaud, makux kak CRISPR/Cas9, u npusodumcsi Knaccughukayusi OCHO8-
HbIX 3MUKO-1Pagosbix OUIEMM, BK/IHOHasi KOH(BIIUKM Mex0y mepanuel U yny4uweHUeM 4ernoeeka,
npobriemMbl UHGhOPMUPOBaHHO20 coarnacusi 6ydyuux rnokoneHud, cripasednueocms docmyna u pu-
CKU esz2eHUKkU. Ommedaemcs, 4Ymo amu OureMMbl HepaspewuMbl UCKTIOYUMESbHO MpasosbiMu
cpedcmeamu u mpebyom 2apMOHUYHO20 COYemaHusi pasoeoao peaysiupo8aHusi ¢ 3MuYecKUMU
npuHyunamu, obwecmeeHHo20 duasioaa U npogheccuoHaibHo20 caMopeayuposaHusi. Aemop npu-
xo0um K 8bI80o0Yy, 4YmMoO 3MUKO-Npasosbie dureMmMbl rnpedcmasrisitom cobol cessyruee 38eHO MeX-
Oy meopemu4ecKUMU 3MUYECKUMU yCcmaHo8KaMU U Mpakmu4yecKuM rpasosbiM pezynuposaHuem 8
obrracmu MeoOUUUHCKOU 2eHemukKu.

KntoueBble cnoBa: amuko-rpasossie unemMmbi, MeOUUUHCKasi 2eHemuka, 2eHemu4ecKue uc-
criedosaHusi, bUOIMUKa, e82eHUKa, 3muKa U npaso, 2eHemuyeckue Modughukayuu, omeemcmeeH-
HOCMb U peayrnuposaHue.

KHAIRULLINA Rushana Salikhzyanovna,
Deputy Director for Educational and Social Work
at the Institute of Artificial Intelligence,

Robotics and System Engineering

Kazan (Volga Region) Federal University

DILEMMAS OF ETHICS AND LAW IN MEDICAL
GENETIC RESEARCH

Annotation. The article is devoted to the analysis of ethical and legal dilemmas in the field of
medical genetic research and technology. The concept of a dilemma is defined as a situation of
choice between mutually exclusive alternatives, each of which has moral significance and is accom-
panied by inevitable negative consequences. Special attention is paid to the most common ethical
and legal conflicts in medical genetics, including issues of confidentiality of genetic information, the
right to ignorance of genetic predispositions, the availability of genetic testing, genome editing and
the use of genetic data in judicial practice. The article discusses the current challenges associated

OBPA30BAHUE U INMPABO Ne 8 - 2025

234



NHHOBAIINH

unemma (om eped. Oi¢ = 08ax0bl + Afjuua

= [IPUHAIMOE rPedIoXKeHUE) 8 Krnaccude-

CKOU J102uKe — amo 0cobbil 8ud ymo3a-
KIIKYEeHUs], 8 KOmopoM codepxamcsi, Kak OaHHbIe,
0sa ripomueopeyawjue rnofoxeHusi, eedyujue Mexoy
mem K 00HoMYy 8b1800Yy". K omnudumernbHbIM npu3Ha-
Kam OurieMMbl OMHOCSMCS:

1) HanuMune B3aUMOUCKITIOHAKLNX anbTepHa-
TVB — gunemMma Bcerga npegrnonaraeT Beloop Mexay
OBYMs Unv 6ornee B3aMMOMUCKITHOYALWUMN BapuaH-
Tamun OeNCTBUIA;

2) HEBO3MOXHOCTb OOHOBPEMEHHOrO BbibOpa
BCEX arnbTepHaTUB — MPUHSATME OLHOrO peLUeHus
aBTOMaTUYECKN UCKITIOYAET Apyrne BO3MOXHOCTY;

3) MoparnbHasa 3HaYMMOCTb KaXXOOoW ansTepHa-
TMBbI — KaXbli BapMaHT MMEET CBOW MoparibHble
OCHOBaHMSA N LEHHOCTHOE 0OOCHOBAHUE;

4)oTCcyTCTBME OYEBMAHO MPaBUBHOIO peLle-
HUS — HET OAHO3HA4YHO BEPHOr0 WU HEBEPHOrO
BblGOpa C MOpanbHOM TOYKN 3pEHUS;

5) Hen30EeXXHOCTb HeraTuMBHbIX NOCNEeaCTBUNA —
nobon BbLIGOP BrievyeT 3a coboW onpedeneHHble
HeraTMBHbIE MOCMNEACTBUSA U NOTEPU;

6) HeOO6XOAMMOCTb  NPUHATUSA  peLleHns —
HEBO3MOXHOCTb YKIMOHUTLCS OT Bblbopa mnu 6ecko-
HEYHO OTKNagbiBaTh ero u T.4.

Takum ob6pa3oM, B CTPYKTYpHOM nraHe
aunemma npeacraBnser cobon YETKO OYepYEHHbIN
BbIOOP MeXAy KOHKPETHbIMU ansTepHaTuBamu, Tpe-
OylOLWNA NPUHATUA peLleHUs B OnNpeaeneHHbIN
MOMEHT BpeMeHu. Innemmbl CUTyaTUBHbI U KOHTEK-
CTyarnbHbl, CGOKYCUPOBaHbl Ha MNepCOHanbHOM
BbIOOpEe; AMnemMmMa MOXeT ObiTb paspelleHa B KOH-
KPETHOW CUTyaLuMKn; UMeET NMMMUTUPOBAHHbIE PaMKH
ONS NPUHATUSA PELLEHMS U MOXET YTPaTUTb akTyarb-
HOCTb C u3meHeHueMm obctosTenbctB. Coaepxa-
TENbHO AnfeMma npeanornaraeT KOHKPETHbIX Oew-
CTBYHOLIMX CYOBLEKTOB M MMeEEeT npakTudeckue
NnocrneacTBuUSA AN KOHKPETHbIX JOAEN, YacTo HOCUT
npodeccuoHanbHbIi UK cneunanmn3npoBaHHbIf
XapakTep 1 MOXET ObITb pe3ynbTaToM UCKYCCTBEHHO
co3faHHbIXx obctoaTenbcTB. B nosHaBaTenbHOM

' CnoBapb no noruke. M.: ['ymaHuT, n3g. UeHTp
BJITAOOC. A.A.VBuH, AJl.Hukndopos. 1997. URL: https://
dic.academic.ru/dic.nsf/logic/75 (pata o6paiieHus: 23
mapTa 2025).
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with the use of advanced genetic technologies such as CRISPR/Cas9, and provides a classification
of the main ethical and legal dilemmas, including the conflict between therapy and human enhance-
ment, the problems of informed consent of future generations, access equity and the risks of eugen-
ics. It is noted that these dilemmas cannot be solved solely by legal means and require a harmonious
combination of legal regulation with ethical principles, public dialogue and professional self-requla-
tion. The author comes to the conclusion that ethical and legal dilemmas represent a link between
theoretical ethical guidelines and practical legal requlation in the field of medical genetics.

Key words: ethical and legal dilemmas, medical genetics, genetic research, bioethics, eugen-
ics, ethics and law, genetic modification, responsibility and regulation.

acnekTe guneMma HanpasneHa Ha BbIOop AelCcTBuS,
TpebyeT peLueHns, a He TONMbKO pedrnekcum, MoxXeT
ObITb NMPOaHanM3npoBaHa C NMOMOLLbI KOHKPETHbIX
3TUYECKUX TEOPUN N NMETbL NPeLeaeHTbl PeLleHuns.

B ciepe meanuMHCKMX reHeTu4ecknx uccne-
AOBaHUN N TEXHOMOIMIN Hanbornee pacnpocTpaHeHsbl
cneayoLme 3TMKO-NpaBoBble ANIEMMbI:

1) KOHMAEHUMaNnbHOCTb reHeTn4eckon
MHdOpMaL N — NPOTMB 00A3aHHOCTM NpeaynpeanTb
POACTBEHHUKOB O HACNEeACTBEHHbIX 3a00MneBaHusX;

2)npaBo YyenoBeKka He 3HaTb O CBOUX FeHeTu-
YeCKMX MpeapacnonoXeHHOCTAX — MPOTMB UHTepe-
COB 3[paBOOXpaHeHus 1 NpodunakTnkn 3abonesa-
HUI;

3) 4OCTYMHOCTb FEHETMYECKOro TeCTMPOBaHMWSA
AN BCEX CrOEB HaceneHwss — NpoTUB KOMMepYe-
CKMX MHTEPECOB KOMMNaHW-pa3paboTHMKOB;

4)BO3MOXHOCTb  pedakTUpoBaHUsA  reHoma
yernoseka A8 NpefoTBpaLLeHns HacneOCcTBEHHbIX
3aboneBaHUin — MPOTMB pUCKa HenpeaBUAEHHbIX
NOCMNeACTBUNA N EBrEHUKN;

5)ucnonb3oBaHne reHeTM4eckon UHopMa-
uuun B cyaebHbIX npoueccax — NpoTMB 3aLUnThbl Y-
HbIX NPaB 1 HENMPUKOCHOBEHHOCTM YaCTHOW XMN3HW.

Mcxoos m3 aToro nepedHs, onpegenvyMm atu-
KO-MpaBoBble ANNEMMbI B Chepe MeANLIMHCKNX reHe-
TUYECKMX MCCenoBaHUM U TEXHOMOrMN Kak cuTya-
LUK, B KOTOPbLIX BO3HUKAET MNPOTUBOPEYME MEXAY
KOHMAVKTYIOLMMN 3TUHECKUMU MPUHLMNaM1 1 npa-
BOBbIMW HOPMamu, KOrda pelleHue, npaBuiibHOEe C
TOYKW 3pEHUSA NPaBa, MOXET NPOTUBOPEUUTL MOparib-
HbIM LEHHOCTAM, UNN HaobopoT, 3TUYECKN BepHOoe
peLleHne MOXEeT He COOTBETCTBOBATb POpPMarnbHbIM
TpeboBaHMAM 3aKoHa.

B HacTosiee Bpems MPUHATO paccmaTtpusaTtb
nogobHble cuTyaumm B pamkax GMO3TUKM, BOCXOAS-
el K TpaaMuMOHHON Bpa4ebHOM 3TUKEe, OCHOBOIMO-
NOXHMKOM KkoTopow cumutaetcs Tunnokpat (V-1V BB.
A0 H.3.). [Nonb3ysAcb MOAEPHU3MPOBAHHOW TEPMUHO-
norven, Ha3oBeM 3anoBean, COCTaBMAOLLME NCTOPU-
YeCKM NepBy CUCTEMY ATUYECKUX NMpeanmMcaHnin Ans
Bpayen:

— 3anpeT Ha NPUYNHEeHVe Bpeada nauneHTy;

— 3anpeT Ha 3BTaHa3suIo;

— 3anpeT Ha MOCOBGHWYECTBO Mpu camoybui-
CTBE;
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3anpeT Ha UCKYCCTBEHHbIV abopT;
3anpeT Ha UHTYMHbIE OTHOLLEHUS C MauWeH-

TOM;

cobntogeHne BpadebHON TalHbI;
OCTOPOXXHOE MHPOPMUPOBAHME NALMEHTA;
KOPPEKTHOE OTHOLLEHME K Korneram.

B anoxy annuHu3ama aTuveckasi cuctema Bpava
Oblnia oNoNHeHa naesiMm MoparbHOro 4osra, CovyB-
CTBUS K BONbHOMY U NOGBN B OTHOLUEHUSIX Bpaya U
nauneHTa, OCHOBaHHbLIMW Ha PUTOCOPUN CTOMKOB.

MeguumHckas atnka HoBoro BpemeHu oTpa-
Kana M3MeHeHWe coumanbHOro MonoXeHus Bpava,
KOTOpbIA CcTan CBOOOAHBbIM CYOBLEKTOM PbIHOYHbIX
OTHOLWIEHUN. HenncaHbin JEeOHTONOrMYEeCcKUin KoaeKke
['vnnokpaTta 6b1n AONOMHEH HOBBIMU NpeanMcaHnsaMm
B YaCTU perynmpoBaHnsi KOHKYPEHTHbIX B3aUMOOTHO-
LEeHUI Mexay BpadYamu.

B Poccun meguumHckas aTuka Hadana akTMBHO
pasBmBaTbCs B Hayane XIX Beka C pasBUTUEM YHU-
BEPCUTETCKOTrO MeANLMHCKOro obpasoBaHus.
M.A. Mygpos (1776-1831), gekaH MeAMLMHCKOro
dakynereta MOCKOBCKOro yHUBEpCUTETa, NEPEBOAN
Tpyabl [MNnokparta v BkMtoyan aTnyeckme Hactasne-
HMS B CBOM TNeKUuuu. 3Ha4uUTEnbHbIN BKMag BHEC
poktop ®.I1. Naas, cosgaBwmii obpasel, NeEHUTEHLU-
apHOW MeOVUMHbI, OCHOBaHHOM Ha npuHUMne
HEONCKPUMUHALMOHHON  MELMULIMHCKON  MOMOLLM
3aKMNOYEHHbIM.

B cepegnHe XX Beka Hauuctckas meguumHa
NpoAeMOHCTpMpoBarna MofHoe oTpuuaHue MNpPUHLM-
noB lvnnokpata. OgHako B nocneaHen Tpetn XX
Beka ryMaHUCTUYECKMW noTeHuman MeaunLnHCKON
3TUKM BbIN HE TOMBKO BO3POXAEH, HO 1 aKTyanm3npo-
BaH B BMAe MeauumMHCKon aeoHTonorun. CoxpaHssi
ryMaHUCTUYECKYO Npupoay STUkM [mnnokpara, oHa
cocpefoToveHa Ha KOHKPETHbIX peanusix moparb-
HOro BblOOpa B MeOMLMHCKOW MpPaKTUKe, UCXOAs U3
yHOAMEHTanbHbIX  MPUHLMUMOB  HEMPUYUHEHMS
Bpeaa (primum non nocere), yBaxeHns 4OCTOMHCTBA
1 aBTOHOMUU NauueHTa [1].

[MogyepkHeM, 4YTO C reHeTuyeckon MHdopma-
LMen, reHeTUYEeCKUMIN NCCeaoBaHUAMU N TeHeTnYe-
CKMMM TEXHONOTMSIMM HanpsiMyto NGO KOCBEHHO CBSA-
3aHbl He TONbKO TaKMe OCTPble BOMPOCHI COBPEMEH-
HOM MEeAMLUMHbI, Kak 3TUYeckne acnekTbl TFeHHOW
Tepanun, reHeTUY4ecKoro CKPWHWHra, penakTupoBa-
Hus reHoma (CRISPR-Cas9) unu KnoHupoBaHus.
OTUKO-NpaBoOBble AWMEMMbI, paspelleHne KOTOpbIX
TpebyeT yunTbiBaTb FEHETUYECKUA hakTop, MOryT
BO3HUKHYTb W 3a4acTyl BO3HMKAKOT B TakUX NPaKTu-
YECKUX CUTyaLmsaX, Kak

Hayano >M3HW: Bonpocbl abopToB, cTaTyca
ambproHa, BcrioMoraTterbHbIX penpogyKTUBHbBIX TEX-
Honorun (OKO, cypporaTtHoe mMaTepuHCTBO), NPenM-
nraHTaUMOHHOW ANArHOCTUKM;

KOHeL, >XM3HW: npobrnemMbl aBTaHasvu, nannma-
TMBHOM NMOMOLLM, OTKasa OT JleYeHusl, onpeaerneHns
MOMEHTa CMepPTH;

KOHMUKT MHTEpPEecoB: NPOTUBOPEYnE Mexay
Gnarom nauueHTa M 3KOHOMUYECKUMWU MHTEpPECaMWU,
MeXay aBTOHOMMEW MauMeHTa W naTepHanu3mom
Bpaya;

pacrnpedeneHne pecypcoB: CrnpaBeasiMBoe
pacnpegeneHune orpaHnYeHHbIX MeOULMHCKNX pecyp-
COB, 0COBEHHO B KPUTUYECKUX CUTYaLMSX;

KOHMAEeHUMansHoCTb n NpYBaTHOCTb:
NpoTUBOpEYME MexXay NpaBOM NauMeHTa Ha KOHu-
AeHLUManbHOCTb U 0bLecTBEHHON 6e30MacHOCTbIO;

MeOWUMHCKME  WUCCNEedOBaHUsA:  3TUYeCcKme
acnekTbl KNMHUYECKNX UCMbITaHUI, CCNeaoBaHWN Ha
yA3BMMbIX rpynnax, ncnonb3oBaHus nnauebo;

nckyccTBeHHbIN nHTennekT (M) un undposusa-
LusA: BOMPOCblI OTBETCTBEHHOCTU 3a peweHus WU,
JOCTyna K JaHHbIM, AenepcoHanu3aumm MeauvLmH-
CKOW MOMOLLIU;

yryylleHne YenoBeKa: 3TUYEeCKMe rpaHuLbl
Mexay nevyeHnem u yrnyyeHmem YernoBeyeckmx Bos-
MOXXHOCTEN (HenpoyrnyJlleHune, kuboprusaums).

[ns paspelueHns nogobHbIX CUTyaLMin NpaBo-
BOW WMHCTPYMeEHTapuii Hanbornee ahdeKkTnBeH Tam,
rae HeobxoaMMoO NpuaaTh PUONYECKYIO CUMY YeT-
KM, eamMHoobpasHo TonkyembiM npasBunam n obe-
crneynTb ux cobnopeHne, a UMeHHo:

1)yctaHoBUTb  0a3oBble  OrpaHu4eHus U
3anpetbl Ans  3awmtbl  pyHAAMeHTanbHbIX MNpas
yeroBeka (Hanpumep, 3anpeT AWCKPUMMHALMK Ha
OCHOBE reHeTU4eCcKon MHopMaLnn v 3anpeT Kno-
HUPOBaHNS YernoBeka);

2)cosgatb npoueaypHble MexaHu3mbl Ans npu-
HATUS pelleHun (Hanpumep, hopMUpoBaHMe aTude-
CKUX KOMUTETOB, TpebOOBaHUS K MOMy4YeHnto MHGop-
MMWPOBAHHOIO cornacusi, Npoueaypbl PacCMOTPEHMS
CMOPHbIX Cry4aeB);

3) BHeOpuTb CTaHAapTbl IPO3PaYHOCTU N OTYET-
HoCTW (Hanpumep, TpeboBaHMA K AOKYMEHTMpoOBa-
HUKO UCCNENOBaHUN, pPackpbITUO MHOPMaLMn o
puckax, nyénukaumm pesynsraToB);

4)pacnpegenutb  OTBETCTBEHHOCTb  MeEXay
yyacTHMKamMu (Hanpumep, 3akpenneHne o6si3aHHO-
CTen MEeOULMHCKUX YyYpexOeHWun, uccrnemoBartenen,
npon3BoauTENENn TEXHONOTMA W TOCYyAapCTBEHHbIX
opraHoB);

5)o0becneunTb JOCTYN K NpaBocyauio (co3gaTb
MeXaHM3Mbl KOMMEeHcCauun Bpeda, NMPUYNMHEHHOTO B
pesynbrate HenpaBOMEPHOro MCMONb30BaHUS reHe-
TUYECKNX TEXHOMNOTUI);

6) 3aWMTUTL KOHMUOEHLMANBHOCTL reHeTnYe-
CKUX [aHHbIX (Hanpumep, YCTaHOBMEHWE pexuma
XpaHeHusi, 06paboTkn 1 nNepedadn HYyBCTBUTENbHOM
MHopmaLun);
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7)yperynupoBaTb 3KOHOMWYECKME acrekTbl
(Hanpvmep, BOMpOChI NaTeHTOBaHWS, KOMMepLUanu-
3aLmm U OCTYMNHOCTU FrEHETUYECKUX TEXHOMOINI).

Ho npupopa aTuko-npaBoBbIX AUSIEMM TakoBa,
YTO OHW B MPUHUUMNE HEPa3pPEeLLMMbl UCKITIOYNTENBHO
NpaBoOBbIMY CPEACTBAMU — XOTs1 Obl MOTOMY, 4YTO hop-
MarnbHO-AOrMaTUYECKMIA MOOX04 HE MOXET onpeae-
NWTb NPUOPUTET MEXAY ABYMS PaBHO3HAYHbIMU, HO
KOHMMMKTYOLWUMU LLEHHOCTSAMU, TakuMu1, Hanpumep,
Kak aBTOHOMWS JIMYHOCTU MNPOTMB OOLLECTBEHHOrO
Gnara.

CnepoBaTenbHO, NPaBOBOE PErynMpoBaHNE B
OaHHOWM cdepe AOIMKHO FapMOHUYHO coYveTaTbes C
3TMYECKUMU MPUHLMNAMK, KOTopble opMMpYIOTCS
Ha OCHOBE YHMKanbHOW CNocobHOCTN YernoBeka aHa-
nn3npoBaTb CBOE ObITME M OKpYXatoLLlylo ero aen-
CTBUTENBHOCTL, OLLyLLAaTh HECMpaBeaIMBOCTb, M3be-
raTb ornacHocTu, OpaTb Ha cebs OTBETCTBEHHOCTb,
CTPEMUTLCS K COTPYOHNYECTBY M AaBaTb HPABCTBEH-
HYIO OLIEHKY npoucxoasiemy’.

Kpome TOro, Heobxoaumbl 0OO6LLECTBEHHbIN
awarnor, camoperynupoBaHue npodgeccnoHanbHbIX
CcOoO00LLEeCTB M UHOUBMAYANbHbIV MOparbHbIA BbIOOP.

B cneumanbHoli nutepatype aTta npobnema-
TMKa 4Yalle BCEro aHanm3upyeTcs Ha npumepe akTy-
arnbHbIX 3TUKO-NPaBOBbIX AUNIEMM FrEHOMHOTO pefak-
TUPOBAHUSA — YNOMUHABLLENCA HaMU paHee TEXHO-
norum CRISPR/Cas9, nnu monekynsipHbix (reHetu-
YeCKUX) HOXHULL.

Tak, B ctatbe A.A. [lecTpukoBon TakxKe BbIsiB-
neHbl 3TUKO-NPaBOBbIE AUNleMMbl B 0bnactu pegak-
TUPOBaHUA reHoma 4enoseka [2]. [lo MHeHuo
aBTopa, npu OpPMMPOBaHMM NPABOBOrO Perynmpo-
BaHWS TEHETUYECKMX TEXHOMNormn Heobxoommo
HaWTM GanaHc Mexay WHTepecamn KOHKPETHbIX
nHaMBMAOB, obulecTBa, rocygapctBa u Oyaoyuimx
MOKONMEHUN, 4To noTpedbyeT nepeocMbICreHUs
MOpasbHbIX U MPaBOBbIX UHCTUTYTOB U MPUHLMMOB C
Lenbio MOAroToBKM 0asbl ANs BHEAPEHUA OaHHOW
NPaKTUKM B NOBCEOHEBHYIO XN3Hb 00LLEeCTBa.

Kak nokasaHo B pecbepatnBHoM 0630pe
B.I. KOouHa, n3ameHeHns 3apoablLLEBON NIMHUN Yero-
Beka no TexHonorum CRISPR/Cas9 nopoxagatoT
CMOXHbIN KOMMIIEKC COUManbHO-ITUYECKUX Mpo-
orem [3].

Cratbsa A.O. Bop1coBOr OEMOHCTPUPYET, YTO
B 06racTv reHOMHOro pefakTMpOBaHWs CyLLEeCTBYET
byHOaMeHTanbHoe NPOTMBOPEYME Mexay NoTeHLM-
anbHOW Nonb3oK (130aBneHne GyayLMX NOKONEHUN
OT TSKEnbIX FTEHETUYECKNX 3aboneBaHnn) N BO3MOX-
HbIMW puUckamn (Henpeackasyemble WU3MEHEHUsI B
reHome, coumanbHasi AUCKpumMuHaums). Npu atom

' TMpeambyna BceoGluen geknapaumm o 61oaTnke
n npaeax 4enoseka. URL: www.unesco.org/shs/ethics
(naTa obpalueHus: 23 mapta 2025).
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npobnemMa ycrnoxHsieTca HanmineM MHOXEeCTBEHHO-
CTW NOHATUS «Bnaro» Ha NHanBMAYyanbHOM U obLe-
CTBEHHOM YPOBHSIX. ABTOpP [AOKa3bIBaeT, YTO MPUH-
LMN NONe3HOCTU, XapaKTePHbIN AN 3TUKX yTunuTa-
pu3mMa, BbICTyNaeT KrnoyeBbIM (0akTOPOM B OLIEHKE U
perynupoBaHnn  TEXHOMOrMn penakTMpoBaHus
reHoma amM0Op1OHOB YernoBeka [4].

dyHOaMeHTanbHbIMKM  3TUYECKMMU BbI30BaMM
COBPEMEHHON rEHETMKIN Ha3BaHbl TAKXE:

— KOHGMAEeHUManbHOCTb 1 3awmTa reHeTu4e-
CKMX [aHHbIX OT HeCaHKUWOHUPOBAHHOrO AoCTyna
(cormacHo ctatucTMyeckum pfaHHeiM 2024 roaa,
npobnema koHMAEHUNANbHOCTU Bbl3biBaeT obec-
nokoeHHocTb y 89 % uccnenoBarenen n 95 % npeg-

cTaBuTENEN OOLIECTBEHHOCTU, YTO CBUAOETEMNb-
CTBYET O BbICOKOW COLManbHOM 3HAYMMOCTU AaHHOIO
Bonpoca);

— MHOPMUPOBAHHOE COrfacue Y4YacTHWUKOB
ncenenoBaHuin, 3aTpyaHEHHOE BBMAY CIOXHOWM Tex-
HWUYECKON TEPMUHOMOMMN, KOTOpasa UCMONb3yeTcs B
TUMNOBLIX YOPMax Corracus M 3a4acTy MOoHMMa-
eTca cyObekTaMn HeaeKkBaTHO;

— CNpaBeanuBOCTb U paBHbIN AOCTYM K reHe-
TUYECKMM TEXHOMNOrMsaM (pasnuyHble 3THUYECKME
rpynnbl NpeAcTaBneHbl B UCCNeOBaHNSIX HEPABHO-
MepHO — 78 % reHOMHbIX AaHHbIX MOCTynaer oT
esponenues, 10 % ot asmaTos, 2 % oT adpukaHLEB
1 nuwb 1 % oT BbIxoAuUeB M3 JlaTUHCKON AMepuKu,
YTO CO3AaeT CyLLEeCTBEHHbIN gucbanaHc B nonyyae-
MbIX pe3ynbratax ¥ ux NPMMEHUMOCTM AN pasnny-
HbIX NONynALMA);

— MoaudMKauun 3apoabIleBON SIMHUK, CHO-
CobBHble OkasaTb BNUSHME Ha Oyayuine MNOKONeHus
(aTUKa penakTMpoBaHUSA FEHOB C UCMONb30BaHUEM
nepepoBbix TexHonormn Tnna CRISPR-Cas9 BbI3bI-
BaeT obecnokoeHHOCTb ¥ 92 % wccnepoBaTenen u
78 % npeactaBuTenen o6LLECTBEHHOCTN)?.

[Nonaraem, 4To B chepe reHeTn4ecKknx nuccre-
OOBaHUM N TEXHOMNOMMI 3TUYECKne OuneMmbl sBisi-
H0TCS NEPBUYHBIMU MO OTHOLLEHUIO K HOPMATUBHOMY
npaBoOBOMY perynupoBaHuio 1 (oOpMUPYIOT €ro KOH-
LenTyanbHy ocHoBy. Kpome TOro, aTMKo-npaBoBbIie
ANITEMMbI MOTYT CTaTb UHCTPYMEHTOM A5l KpUTUYe-
CKOro aHanu3a CyLeCTBYHOLLNX NPaBOBbIX NOAXOA0B
B AaHHOMN cdepe v BbIABNEHNS X HEOOCTaTKOB.

Paspensiss MHeHMe, 4TO B CBSI3W C COBPEMEH-
HbIM TEXHOMNOrMYecknm pasBUTUEM Heobxoanmo
NepeocMbICIIUTb HEKOTOPble MOHATUS 3TUKWU, CO
CBOEW CTOPOHbI aKUueHTupyem criegytoulee. lNepeoc-
MbICIIEHNE — 3TO HE OTKa3 OT NPEEMCTBEHHOCTU U He
NPUHUMNUanbHoe OTpuLaHMe BCEro MpeaLlecTByto-

2 OTnyeckme acnekTbl FEHETUYECKUX WCCrenoBa-
Hu: nepcnektuBbl 0o 2024 roga. (6.4.). Editverse. MNony-
yeHo 2 masi 2023 r. c https://editverse.com/ru/ethical-
aspects-of-genetic-research-2024-outlook/
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wero. HanpotmB, 3TO CIOXHbIA ANaNeKTU4eCcKuin
npouecc, B KOTOPOM COXPaHSIETCS CBA3b C MAESMU U
LEeHHOCTAMMW, OoKa3aBLUMMK CBOK (hbyHOaMeHTanb-
HYyl0 3Ha4yMmocTb. Ha ocHoBe 06a3oBbIX 3TUYECKUX
NMOCTYNaToOB YBaXXeHWs1 YeNT0BEYECKOro AOCTONHCTBA
N HegoONyCTUMOCTM MPUYNHEHUS Bpeaa byaeT Bbipa-
OoTaHa MoparbHas oueHKa HOBbIX SABMEHUA. JTO
CKOpee 3BOJIOLMS, YEM PEBOMIOLUMS MbILLMIEHUS —
TBOPYECKMI NpoLecc agantauumn 1 pasBuTtus cylle-
CTBYKLLMX KOHLUEMUWUA, a He MuX OTpuuaHue Wnu
3aMeHa. B KOHe4yHOM cuyeTe nepeocMbICrieHne
HanpaBneHO Ha TO, YTObObl HATKM HOBOE paBHOBECUE
MeXay TEXHONOIMYECKMMIN BO3MOXHOCTSIMU U Yerno-
BEYECKMMM LLEHHOCTSIMU, KOTOPOE NO3BOSNT UCMOSb-
30BaTb MNpeuMMmyLlecTBa Mporpecca, MUHUMUIUPYS
€ro HeraTuBHble NOCMNeaCcTBUS.

B 3akntoyeHne npeacTaByM BbIBOAbI O COOTHO-
LEHNN 3TUYECKOrO M MPaBOBOr0 KOMMOHEHTOB B
cthepe MeOnUMHCKMX FEHETUYECKUX MCCIeLoBaHUN
N TEXHOMNOTNNA:

1. 3Tuko-NpaBoBble  OWMEMMbI B  [OaHHOM
chepe xapaktepusyrTcs yHAaMeHTanbHOW Kor-
nun3nen, Korga pelleHne, npaBuUbHOE C TOYKKN 3pe-
HUS NpaBa, MOXEeT NPOTUBOPEYNTb MOParbHbIM LiEH-
HOCTSIM, UM HAaoBbOpOT, 3TUYECKN BEPHOE peLleHne
MOXET He COOTBETCTBOBaTb oopMarbHbIM TpeboBa-
HUAM 3aKOHa.

2. Actopnyeckoe pasButMEe  MeauLMHCKOMN
3TUKM oT [unnokpaTa 0O COBPEMEHHON OMO3TUKM
OEMOHCTPUPYET, YTO 3TUYECKME MPUHUMMBI NpeaLle-
CTBOBanu NMpaBoOBOMY PErySIMPOBAHMIO U 3aN0XUIN
KOHLEeNTyarnbHY0 OCHOBY [Ofs1 MOCNeayLwmx Hpu-
OVNYECKUX HOPM B MeguLMHe.

B cuny paHHoro obcTtosiTenbCcTBa cyMTaem
3TUKO-NPaBOBbIE AUNTEMMbI  CBSI3YIOLLMM 3BEHOM
Mexay Teopuen Uu npakTUYEeCKUM HOPMaTUBHbLIM
perynvpoBaHuemM B cepe MeANLNHCKUX reHeTnye-
CKUX UccnegoBaHuUin U TEXHONOTMUN.

3. CoBpemMeHHas 6uoaTMKa, paccmaTpuBato-
lasa 3TUKO-NpaBOBble AUNIEMMbI, OOYCITOBIEHHbIE
reHeTM4YeckuM akTopoM, CTPEMUTCS WHTErpupo-
BaTb TPaAMUMOHHbIE 3TUYECKME MPUHLUNBLI (HEnpu-
YMHEHNe Bpeaa, yBaXkeHne OOCTOMHCTBA NaumneHTa)
C MpaBOBbIMW MeXaHM3MaMW 3aliuTbl NMpaB 4ero-
Beka.

4.B KOHTEKCTe reHeTU4YecKux uccrnegoBaHuin
HabnogaeTcs KOHMMUKT MeXay KONNEKTUBHbIMU
npaBoBbIMK MHTepecamu (obLiecTBeHHas Gesonac-

HOCTb, pa3BUTME HayK1) U UHOMBUAYANbHLIMU 3TU-
KO-NpaBoBbIMW Havanamu (KOHMUAEHUNANbHOCTb,
aBTOHOMMUS FIUYHOCTHN).

5. OTcyTCcTBME YHMBEpCANbHOIO anroputMma
peLLeHns 3TUKO-NPaBOBbIX AUMEMM B cdepe Meau-
LUMHCKUX TeHeTU4YeCKnx I/ICCJ'IeLI,OBaHI/IVI N TEXHOMOIMN
yKasbiBaeT Ha HeobXoAMMOCTb rMOKOro noaxoaa,
YUYMTBIBAIOLLIETO Kak NpaBoOBble HOPMbI, Tak U 3TUYe-
CKWE NPUHLMIMbI B KAX0W KOHKPETHOW CUTYyauuu.
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