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| BCTyﬂMTeﬂbHOE C/10BO MaBHOro pegaktopa

Joporue untatenu!

Hoselit Bbinyck Lex Genetica obbeAnHSET NCCIEA0BAHMS, NMOCBSLLEHHbIE MPABOBOMY PETYNNPOBAHMIO
OTHOLUEHWIA, CKNAAbIBAOLLMXCS NOJ, BANSHWEM CTPEMUTENBHOTO PA3BUTUS FEHOMHBbIX UCCAEA0BAHUN, BHe-
LPEHNS TeHETUYECKNX TEXHONOTWI, LOCTUXKEHW COBPEMEHHOW MeAULIMHDI. [1peAcTaBAeHHble MaTepuabl
3aTparvBatoT TeMbl, HAXOAALLMECS Ha NepeceUyeHn I PUCTIPYAEHUN, MEAVULMHbBI U BUO3TUKN. ABTOPbI pac-
CMaTpKBatOT 0COBEHHOCTU NMPABOBOIO pexXMMa B1ONOTMUECKOro MaTepuana u 61MobaHKoB, aHaM3KPYOT
NpaBoOBble MEXAHW3Mbl Pa3BUTUS NPOGUNAKTUUECKOV MEANLMHBI, NCCAeAYHOT NPOBAEMbI 3ALLMTbI, UCMOMb-
30BaHUs M NpefoCTaBAeHNs LOCTYNa K reHeTnyeckon nHdopmau . [poBeeHHbI aBTOpaMi aHanms poc-
CHIACKOTO 1 3apyBeXHOro oMnbiTa NO3BOASET 0603HAUNTb NEPCNEKTUBHbIE HAMPABAEHNS COBEPLIEHCTBOBA-
HWSI HOPMATMBHOIO NPABOBOTO PEryNMPOBAHNS B BbILLEYNOMSHYThIX Chepax.

Pasgen «MexancumnamHapHble WccaenoBaHns» oTkpeiaeT pabota H.C. BonkoBon, noceslleHHas
COLVaNbHO-NPaBOBLIM BOMPOCaM MPOPUAAKTNYECKON MeAWLVHbL. B cTaTbe uccnenyercs nameHeHue
TPaAULMOHHbBIX NPeACTaBAeHUIA O MpodKNakTUKe 3a601eBaHNIA B YCIOBUAX UMBPOBOI TpaHChopMaLmm
CUCTEMbI 3/pDaBOOXPAHEHNS, PacrpOCTPaHEHWSI TEXHONOMMIA NPOrHO3MPOBAHUS COCTOSHMS 34,0POBbS
1 GOPMUPOBAHMS KOHLEMNLMW 340POBOrO CTapeHus. B coBpeMeHHbIX yCI0BUSIX NPEBEHTUBHAS MeanLIMHA
npuobpeTaeT HOBble BO3MOXHOCTU U HOBbIE UEPTI, UTO TPeBYET OPUANUECKOTO OCMbICEHNS.

B pasgene «4acTHo-npaBoBoe M3MepeHve» NpeAcTaBaeHbl paboThl, 3aTparviBatolLe COXHbIE BOMPO-
Cbl NPaBOBOro cTaTyca buonoruyeckoro matepuana. Cratbs 1.1 Tabain u E.A. CokoBOI noceaLieHa npo-
6nematyike NOCMEPTHOrO UCMONb30BaHMS BUONOIMUYECKOTO PENPOAYKTUBHOTO MaTepuana B NporpamMmax
BCMOMOraTe/IbHbIX PENpO/YKTUBHbIX TEXHONOMMIA. ABTOPbI aHANM3NPYIOT HOBEMLLYIO CyaebHYI0 NPaKTUKY,
VCCNeAYIOT 3HaYeHne NPUXN3HEHHOTO BONEU3bABAEHNS, Npedaras HoBble NOAXOAbl K COBEPLEHCTBOBA-
HVI0 32KOHOATENbCTBA, PeryMpyoLLEro Npeaebl MOCMEPTHON PenpoayKLUN.

B nccnenosannn M. LLlaHapo paccmaTpyBaeTcs NpaBoBoii cTaTyc 61o6aHka Kak OAHOTO 13 Kitove-
BbIX MHCTUTYTOB COBPEMEHHOI B1OMEANLMHbBI. ABTOp 06paLLAETCsl K POCCUIACKOMY 1 3apy6eXHOMY OrbITY,
npeanaraet cobCcTBEHHOE onpeseneHne brobarka, 0BOCHOBbIBAET BO3MOXHOCTb PAacCMOTpeHMst brobaH-
Ka B KaueCTBe CaMOCTOSTebHOrO CybbeKTa Npasa co CneLyanbHOM NpaBoCnoco6HOCTLIO.

Pasnen «CpaBHUTENbHO-NPABOBbIE UCCNEN0BAHMA» MOCBALLEH 3apybexXHOMY OMbITY perynnpoBaHms
reHeTUYECKON MHPOPMALIMK 1 TEHETUYECKMX AaHHbIX. A.B. Ky6biliKkinH 06pallaeTca K NpaBoBoOi MOAEM
KuTaiickoit HapoaHoit Pecny6anku, AMOHCTPUPYS 0COBEHHOCTM MHOTOYPOBHEBOTO PEryMpOBaHUS, OC-
HOBAHHOTO Ha MPVHLMMNE rOCYAAPCTBEHHOTO CyBEpPeHNUTETA 1 YCUIEHHOM KOHTPO/e 3a 060pOTOM UenoBe-
UECKNX reHeTUYeCKmx pecypcos.

3apybeskHblil OnbIT Takxe NpeACTaBAseT cTaTbd HuTelwa Mexpbl, NOCBsLLEHHas NPAaBOBbIM BbI30BaM, BO3-
HUKAOWMM B VIHAMM B 3MOXY FEHOMHBbIX UCCNEA0BAHNIA. ABTOP aHAIN3NPYET AEVCTBYIOLLYI0 HOPMATUBHYIO
6asy, BbIABASIET CyLLECTBYIOLLME NPOGESbI B 3aLUUTE TEHETUYECKON KOHOUAEHLIMANBLHOCTY 1 06pallaeT BHI-
MaHue Ha HeOBXOAMMOCTb CO3AaHMS CMELMabHbIX MEXaHU3MOB NPeayNpeX/AeHNs TeHeETUYECKON ANCKPH-
MVHaLMK, 2 TakKe PerynnpoBaHms NCnoab30BaHUs CKYCCTBEHHOTO MHTENNEKTa B NPeAVKTUBHOV FEHOMMKE.

TpaAnLMOHHO B BbIMYCK BK/OUEH AANAXECT MEPONpUATUIA HayuHo-06pa3oBaTe/lbHOroO LUeHTpa npa-
BOBOro 06ecreyeHns GO3KOHOMIKI U FeHETUUECKIX TexHoNornin YHueepcuteta umenn O.E. KytaduHa
(MT1OA).

Matepwanbl 3TOro BeiMycka NOAYEPKMBAIOT BO3PACTAIOLLYIO 3HAYVMOCTb NPaBOBbIX BOMNPOCOB, BO3HM-
KaIOLLMX B CBA3M C PA3BUTUEM FEHETUYECKMX TEXHONOMMIA N JOCTUXEHMSAMI COBPEMEHHOR BUOMEANLINHDI.
STK BOMPOCH! HYXAAIOTCS B KOMMIEKCHOM HAayYHOM OCMBIC/EHWM C Y4eTOM OTeYeCTBEHHOIO 1 3apy6esx-
HOro onbITa.

Hazeemcs, uTo npeacTaBneHHble MaTepyanbl MOCAYKaT OCHOBOW AN HOBbIX UCCNeN0BaHWIA 1 npodec-
CYOHANBbHbIX IUCKYCCU.

C HAuAyyuumu no>keAaHugamu,

2AaeHblii pedakmop O.C. puHb
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Editor-in-Chief Opening Remarks

Dear Readers,

The new issue of Lex Genetica presents research on the legal regulation of relations arising in con-
nection with the rapid development of genomic research, the introduction of genetic technologies,
and advances in modern medicine. The presented materials address topics at the intersection of law,
medicine, and bioethics. The authors examine the legal framework for biological material and biobanks,
analyze the legal mechanisms for the development of preventive medicine, and explore the protection,
use, and accessibility of genetic information. The authors” analysis of Russian and international expe-
rience allows for the possibility to identify promising areas for improving legal regulation in the afore-
mentioned areas.

The “Interdisciplinary Studies” section opens with N. S. Volkova’s work on the socio-legal aspects
of preventive medicine. The article explores the evolution of the traditional understanding of disease
prevention in the context of the digital transformation of the healthcare system, the spread of health
prognostication technologies, and the development of the concept of healthy aging. Preventive medi-
cine is nowadays evolving, acquiring new opportunities and characteristics, which require legal con-
sideration.

The “Private Law Dimension” section presents works addressing complex issues of the legal status
of biological material. The article by P.C. Gabay and E.A. Sokova examines the posthumous use of bi-
ological reproductive material in assisted reproductive technology programs. The authors analyze re-
centjudicial practice and examine the significance of a lifetime’s expression of will, proposing new ap-
proaches to improving legislation regulating the limits of posthumous reproduction.

M.I. Shandro’s study examines the legal status of biobanks as one of the key institutions of mod-
ern biomedicine. The author draws on Russian and international experience, proposes a new definition
of abiobank, and provides a rationale for considering a biobank as an independent legal entity with spe-
cial legal capacity.

The “Comparative Legal Studies” section examines international experience in regulating geneticin-
formation and genetic data. A.V. Kubyshkin draws on the legal model of the People’s Republic of China,
demonstrating the characteristics of multi-layered regulation based on the principle of state sovereign-
ty and enhanced control over the circulation of human genetic resources.

Nitesh Mehra’s article also presents international experience, focusing on the legal challenges aris-
inginIndiain the era of genomicresearch. The author analyzes the current regulatory framework, iden-
tifies existing gaps in the protection of genetic privacy, and draws attention to the need to create special
mechanisms to prevent genetic discrimination, as well as to regulate the use of artificial intelligence
in predictive genomics.

As part of an established tradition, the issue includes a digest of events organized by the Research
and Educational Center for Legal Support of Bioeconomy and Genetic Technologies at the Kutafin Mos-
cow State Law University (MSAL).

The materials presented in this issue reflect the growing importance of legal questions arising
from the development of genetic technologies and advances in modern biomedicine. The diversity
of the presented issues strengthens the need for their comprehensive scholarly consideration, taking
both domestic and international experience into account.

In expressing the hope that the studies published in this issue will provide a basis for further research
and professional discussions, we invite our readers to continue the scholarly dialogue in future issues
of Lex Genetica.

Best regards,
Editor-in-Chief O.S. Grin
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CoumanbHble acneKkTbl MPeBEHTUBHOW MeAULIMHbI:
NpaBoOBOW aHA/IN3

Hartanbsa C. Bonkosa ™
MHCTUTYT 3aKkoHOLaTeNbCTBA U CPABHUTENIbHOTO NPaBOBEeAEHUS
npu MpaBuTensctee Poccuiickoin @epepaunm, Mockea, Poccuiickas Pepepanms

AHHOTauua

B YCNnoBuax I']aH,EI,EMI/IVI, I'}'IO6aﬂbHOI7I TEHAEHUMW CTAPEHWA HACENEHUA, KPNU3NCOB CU-
CTEM 3ApaBOOXpPAHEHNA, B TOM UYMUCNE B PA3BUTLIX roCyaapCTBax, BO3paACTAET POJ/b
I'IpOCDVI}'IaKTI/IKI/I B 6opb6e C 3a6OﬂeBaeMOCTbPOA Bce 6OJ'IbU_I€ BHUMaHW4A B MOANTUKE
34PaBOOXPAHEHNA pPA3HbIX CTpaH YAENAeTCqa BOMpoCam I'IDEBE‘HTVIBHOVI MeaAnLUNHbI
n nponaraHibl 340p0OBOro o6pa3a KN3HWN. Paapa6aTb|Ba+0Tc;| HOBbIE MOAXOAbl K KOH-
uenwunn O6LLL€CTB€HHOI'O 3APpaBOOXpaAHEHNH, ¢opMV|pyech HOBasd MOAENb 34PaBOOX-
paHEHNS, OPDUEHTUPOBAHHAA Ha MCMO/b30BAHNE LI,I/Iq)pOBbIX A/NMOPNTMOB 4714 o6pa60T—
KN AaHHbIX 0 340P0OBbE HACENEHWA, KOTOPbIE MOTYT CTATb 3¢¢EKTMBHbIM MHCTPYMEHTOM
A9 pas3paboTK MEPOMNPUATIIA MO NOAAEPXKaHWIO 06LENONYASLUMOHHOMO 340POBbs
N NMPOABMXKEHUA MONTNTUKN 3,ELOpOBbec6epe>KEHI/IH C aKUEHTOM Ha 6narononyqv|e n340-
poBOE CTapeHNe.

|_Le}'lb}0 HACTOAWLEro NCCNEANOBAHNA ABNAETCA aHA/IN3 COLMAbHBIX aCMeKTOB BHEAPE-
HNA MEXAHN3MOB NMPEBEHTUBHOTO 34PaBOOXPAHEHNS B MPAaBOBOM MPEIOMNEHNN. Hpe—
BEHTVBHad MmeanunHa B Hallen CTpaHE HE ABNIETCA a6comomo HOBbIM 4B1IEHNEM:
I'IpOCDVI}'IaKTI/IKa 340p0Bb4 B BMAE BaKUMHALNN, 3aKaNNBAHNA, CUCTEMATUYECKNX d)l/l3l/|—
Yeckmnx yl'lpa)KHeHl/IVI 6b|ﬂa K/TIOYEBBIM 34PaBOOXPAHNTENNbHLIM TDEHAOM B COBETCKOE
BpeEM4; ANCNAHCEPN3ALNN HACENEHUA U paHHe|71 ANArHOCTUKE 336OHEBaEMOCTV] yaena-
€TCA 3HAUYMNTE/IbHOE BHMMaHME B HACTOALLEE BPEMA. Me>|<£Ly TEM B COBPEMEHHbIX TEX-
HONOTNMYECKNX YCTOBUAX MPEBEHTNBHAA MeANUMHA npmo6peTaeT HOBbIE BO3MOXXHOCTN
N HOBbIE YEPTbI, HE TOIbKO ONOCPEAOBaAHHbBIE KTACCUUYECKMMIN AN MEANUVHDbI npoq)m—
NAKTUHECKNMKN MEPONPUATUAMU B BUAE AMNCNaHCEPU3aLl i N I/IMMyHOI'IpOCI)l/I}'IaKTIAKI/I
C NCMONb30BaHMEM HOBEMLLMX TEXHO}'IOI'I/II7I, HO N OPNEHTUPOBAHHbLIE HA HOBbIE MPOrHO-
CTnyeckne noaxoabl B 34paBOOXPaHEHNN. ﬂ,aHHbIe npouecchl Tpe6y}0T HOPUANYECKOTO
OCMbICNEHNS.

Hp(—Z‘BeHTI/IBHaFI MeanunHa A0CTATOYHO MnepcoHan3npoBaHa, MOCKO/bKY 3VKAETCA
Ha d)VI3]/IO}'IOI'I/IL46CKVIX, 6I/IO/'IOI'W4€‘CKI/IX, AHATOMUNYECKNX, MCUXMNYECKUX, NoBeAEHYECKNX
OCO6EHHOCTFIX KOHKPETHOIO Y€N0BEKA, XOTA B OCHOBE MOXXET 1EXKaTb MOMyNAaUuNOHHAA

*‘Email: volkova@izak.ru © Bonkosa, H.C., 2026
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CoumanbHble acnekTbl NPeBEHTUBHON MEAMLUHDI: TPABOBOM aHaNn3

OPWEHTMPOBAHHOCTb, OCHOBAHHAA Ha OBLLHOCTK reorpaguueckmx, CoLManbHbIX, re-
HETUUECKNMX, AEMOrPAdUUECKIX XapaKTEPUCTUK HaCeNeHNs KOHKPETHON TEpPUTOPUN.
Takum 06pa3oMm, CKNabiBaeTCs HOBas Mapafurma 34paBoOXpaHeHus, KoTopas Ha-
npap/ieHa Ha obecrneyeHne BCECTOPOHHErO MEAULIMHCKOrO MNOAXOAA K KaXKA0My C UG
NONb30BAHNEM HOBEWLLINX TEXHOMOTWIA B 3[paBOOXPaHEHUN.

B 3TuX Uensx KpaiHe BaxXKHO 0becrneunTb afleKBaTHOE 3aKOHOAATENbHOE PeryanpoBa-
HUWe, OTBeYatoLLEe HE TONBKO COBPEMEHHbBIM TEXHONOTMYECKUM TPEHAM, HO U Hanpas-
JIEHHOE Ha 3alLUTY TeX NpaB 1 cB060/, B Chepe OXpaHbl 30,0POBbs, KOTOPble rapaHTUpo-
BaHbl KaxgomMy OCHOBHbIM 3aKOHOM.

Pe3ynkraT MCCNefoBaHNa 3aKN0UAETC B BbISBNEHNM OCHOBHbIX OCODEHHOCTEN pa3Bu-
TWSI NPEBEHTUBHOM MEANLMHbI B Halllell CTpaHe B MPaBOBOM KOHTEKCTE.

KnioueBble c/10Ba: NpaBo Ha OXpaHy 30pOBbsl, NPEBEHTUBHAA MeaWLMHA, NTpodrNaKTUKa 3a6oneBaemo-
CTU, UMMYHONPOPUNAKTUKA, 30pOBbeCOEpeXEHEe
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Social Aspects of Preventive Medicine: A Legal Analysis

Natalia S. Volkova ™
The Institute of Legislation and Comparative Law under the Government of the Russian Federation,
Moscow, Russian Federation

Abstract

In the context of pandemic threats, global population aging, and recurring health
system crises, including those affecting developed countries, the importance of dis-
ease prevention is steadily increasing. Health policies worldwide are placing greater
emphasis on preventive medicine and the promotion of healthy lifestyles. New ap-
proaches to the concept of public health are emerging, along with the development
of healthcare models that rely on digital algorithms for processing public health data.
These technologies can facilitate the development of measures to improve popula-
tion health and promote health-saving policies with an emphasis on wellbeing and
healthy aging.

“'Email: volkova@izak.ru
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In this study, the author sets out to analyze the social aspects of implementing pre-
ventive healthcare mechanisms from the legal perspective. Preventive medicine

is not a new phenomenon in Russia. Thus, during the Soviet era, preventive health-
care measures in the form of vaccination, hardening of the body, and systematic
physical exercise constituted the cornerstone of public health policy. Today, signifi-
cant attention is paid to population health screening and the early detection of dis-
eases. Meanwhile, contemporary preventive healthcare relies on advanced digital

technologies, thus acquiring new dimensions beyond traditional measures such as

medical examinations and immunoprophylaxis. This gives rise to new legal challeng-
es thatrequire analysis.

Preventive medicine is inherently personalized, since it takes into account an indi-
vidual’s physiological, biological, anatomical, mental, and behavioral characteristics.
At the same time, preventive strategies may also be population-based, addressing
the shared geographical, social, genetic, and demographic characteristics of specific
communities. This contributes to the emergence of a new healthcare paradigm that
aims to deliver comprehensive, personalized medical care through the application

of advanced technologies. Its successful implementation requires an appropriate

legislative regulation that not only keeps pace with technological innovation butalso

safeguards the constitutional rights and freedoms associated with health protection.
As a result of the study, the main features that characterize the development of pre-
ventive medicine in Russia from the legal perspective were identified.

Keywords: the right to health protection, preventive medicine, disease prevention, immunoprophylax-

is, health preservation
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BBeneHune

CTpaTeI’MLIeCKIAM npnopmnteTom n Hauno-
HabHOM LUEeNbd pasBuTns pOCCVIVICKOFO ro-
CyaapcCtBa B HACToslUlee Bpemda ABAAETCS CO-
XpaHeHne HaceneHnd, ykpenieHmne 340p0Bbs

1 NOBbILIEHWE Baarononyumns nogei’. MaHae-
muns COVID-19 n ee nocneactsus ans Hace-
NeHNs CnocobCTBOBAAM pacnpoCTpaHeHuo
NpoPUAaKTUYECKMX 1 MPOrHOCTUYECKMX MOJ-

' Ykas Mpe3sudenma Poccutickoii edepaiuiu om 07.05.2024 No 309 «O HAUUOHAAbHBIX UEATX pa3eumus Pocculickoii
®edepayuu Ha neprod do 2030 200a U Ha nepcnekmuey do 2036 200a». Pexkxum aocTyna: http://publication.pravo

ov.ru/document/0001202405070015
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XO/,0B B 3/,paBOOXPaHeHNN, a UICNONb30BaAHME
LUMOPOBbLIX BO3MOXHOCTE paclunMpwio BOB-
NIeYeHHOCTb MaLMEHTOB B NOAAepXaHue CBO-
ero GU3noNornyeckoro 6aarononyuns. Takoin
«CABUM Napaiurmbl 34paBOOXPaHEHNS B CTO-
POHY NPOGUNAKTUYECKOA MOMOLWLM U yKpe-
nneHus 0bWEeCTBEHHOTO 340pOBbs TpebyeT
NpaBOBOW WHCTUTyanusaumm, npegonpene-
N899 BEKTOPbl pa3BWTWS 3aKOHOAATENbCTBA
B chepe oxpaHbl 340pOBbS.

HecmoTps Ha JaBHUIA HTEpecC OTeYeCTBeH-
HbIX YUeHblX K (GeHOMeHy 06LeCTBEHHOrO
3nopoBbst  ([lytnno, 2023), ero topuanye-
cKas KOHUenTyanmsaums npousowna Toabko
B 2020 r.* ¢ npuHaTMeM 3akoHa Poccuiickoin
®epepaunn o nonpaske Kk KoHcTUTyummn Poc-
cuiickon Pesnepalinm, 3aKpenuBLlero JaHHoe
noHgte. Tem cambiM B 3aKOHOAATENbCTBE
HalWaW  OTPaxeHwWe CAOXMBLIMECS Mean-
KO-Aemorpaduyeckme TpeHAbl YBEANYEHUS
NPOAOIXKUTENBHOCTU XM3HU U CTAPEHUS Ha-
ceneHns, KOHTPoNs 3a GakTopamu pucka 340-
pOBbS M PpacnpocTpaHeHns MHQEKLMOHHbIX
3aboneBaHuin. Tlpu 3TOM KOMMAeKCHas npu-
posa 3TOro MyNbTUAMCUMNANHAPHOIO heHo-
MeHa TpebyeT KOHCOMMAMPOBAHHbIX YCUN
NpaBOBOrO, OPraHW3aLMOHHOro, 3KOHOMMWYe-
CKOro v GMHAHCOBOrO XapakTepa Ans obecre-
YeHWs ero peasibHoro BOM/OLLEHUS B XW3Hb.
OTMeTVM, 4TO B OTAMYME OT POCCUMIACKOTO
3aKoHoaaTens 3akoHOTBOPLUbI APYrMX CTpaH
chOpMMPOBANY  IOPUANYECKUI  KapKac WH-
CTUTYTa O6LLECTBEHHOrO 30poBbA. Tak, npu-
HATbIM B 2024 1. 3akoHoM Pecny6amkn Apme-
HUs «O6 06LLECTBEHHOM 3/1paBOOXPAHEHNY’

3aKpEnasioTCs  MOHATUS  «OBLIECTBEHHOE
3[10pOBbE» U «OBLIECTBEHHOE 3[1pABOOXPaHE-
Hue». Ecin noa 0BLEeCcTBEHHbBIM 3[0POBbEM
NOHWMAETCS «COCTOSIHME 310pOBbs 061IeCTBa
(uenoBeka), koTopoe obecrneunBaeTcs nyTem
OXpaHbl ¥ YKPENEHUS 3[0POBbs, A TAKXKE NPO-
dunakTKM 3ab6oneBaHunii», To 06LIECTBEHHOE
3[paBOOXPaHEeHe, COrMacHO AaHHOMY 3aKo-
Hy, MpeacTasnseT coboit cucTemy, Hamnpas-
NIEHHYI0 Ha «MpeaynpexaeHne Bo3aencTsng
Ha 3/0pOBbE YeNoBeKa MOTEHUMANLHO Onac
HbIX W BPEAHbIX COLMANbHO-3KOHOMWNYECKMX,
NOBEEHYECKMX, 3KONOTMYeckUX (HakTopos,
npobunaktuky 3abonesaHwii, CaHUTapHO-
3MMAEMMONOMMYECKYI0  6€30MacHOCTb  Hace-
NIeHus, a Takxe obecrnedeHne 6aaronpuaTHbIX
YCII0BUIA 1191 KU3HECTIOCOBHOCTI HbIHELWHETO
1 BYyLLETO MOKONEHNIA».

Llenamu  0BLeCcTBEHHOMO  3[paBOOXpaHe-
HUs B Kbiprbiackolit Pecny6/iuke, coracHo
3akoHy 2024 1. «<O6 06LIECTBEHHOM 34paBO-
OXpaHeHUW», 4BNFI0TCA YKPEenieHue 340po-
Bbsl HaceneHWs, GpOopMMpOBaHME 340pOBOrO
obpasza XW3HW, obecneyeHne CaHUTAPHO-
3MUAEMUONOTAYECKOTO  6AroNoNyuns  Ha-
ceneHus, MOBbIWEHWE A0CTYyNa K ycayram
06LLECTBEHHOTO 3[paBOOXPAHEHUS, NPOGU-
NAKTNKA  WHOEKLMOHHBIX U HEUHbEKLMOH-
HbiX 3a60/1eBaHNiA, pas3BUTE OpraHu3auui
06ULECTBEHHOTO  34paBooxpaHeHns.  [pu
3TOM 06LLECTBEHHOE 3[10POBbE MOHUMAETCH
KaK 3J0pOBbE HACENEHNS WK OTNPEaENEHHbIX
rpynn » cooblecTs no reorpaduyeckomy,
counanbHoOMy M60 MHOMY NPU3HAKY, OLEHM-
Baemoe Aemorpaduyeckumi nokasatenamu,

? 3akoH Poccutickoii ®edepayuu o nonpaske Kk KoHcmumyuuu Poccuiickoli Pedepauuu om 14.03.2020 No 1-PK3
«O co8epuieHcMBoBaHUY peyAupo8aHUS 0MOeAbHbIX 80NPOCO8 OP2AHU3AUUU U (hYHKUUOHUPOBAHUS NYBAULHOL
gracmux. Pexxmm goctyna: http://publication.pravo.gov.ru/document/0001202003140001

3 3akoH Pecnybauku Apmerig om 25.03.2024 No 3P-114 «O6 06ujecimeeHHom 30pagooxpaHeHuu». Pexxium aocTtyna:
http://www.parliament.am/legislation.php?sel=show&lD=9167&lang=rus

“ 3akoH Kbipzbizckoii Pecnybauku om 12.01. 2024 N° 10 «O6 06u4ecimsaeHHoM 30pagooxpaHeHuu». PEXnm 1ocTyna:

https://prg.kz/document/?doc_id=31803672
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xapakTepucTmkamy GU3NYECcKoro pasBuTug,
3260/1€BaEMOCTM U WHBAJWUAHOCTH, AEMOH-
CTPVpYs KOMMNAEKCHYO NPUPOAY 3TOro Mean-
KO-NPaBOBOro ABAEHMS.

Otmetnm, yto B Poccuiickon Penepaunm
[0 HACTOAWEro BpeMeHN MpaBoBas WAEHTU-
dukaums 3Toro KOHCTUTYUMOHHOrO MOHSTUS
Ha 3aKOHOAATe/bHOM YPOBHE He OCyUecT-
B/EeHa, He OnpeAeneHbl ero KaK4eBble Xxapak-
TEPUCTUKN, HE CHOPMMPOBAH HEOOXOANMbIN
OpraHM3aUMoHHbIA GYHKUMOHaN. Mexay Tem
3TO KpaiHe BaXHO Ana obecneverus ¢dop-
MUPOBAHWMS KyNbTypbl OTBETCTBEHHOIO OTHO-
WeHns rpaxiaH K CBOeMy 3[0POBblO, KOraa
«3260Ta 0 COBCTBEHHOM 3/10POBbE CTAHOBUTCS
3HAYMMOM KyNbTYPHON LieHHOCTbo» (Llomap-
ToBa, 2021). Takoi CUCTEMHbIN 310pOBbECOE-
perarownii noaxoa B chepe oxpaHbl 310pOBbS
rpaxfiaH TeCHO nepenneteH C MOAWUTUKON
BOCMMUTATENbHOMO M MPOCBETUTENLCKOMO Xa-
pakTepa, MOCKOMbKY «yKpernaeHne 3[0POBbs
HaceneHns 1 NpuBEpPXKEHHOCTb 340POBOMY
06pasy XM3HWM BO3MOXHbI TOMbKO TOrAa, KOr-
nay nogein cbopmmpoBaHa MOTMBALLMA BbiTb
310pOBbIM» (BBEaeHCKas, 2024).

Llenblo HacTosiLero nccnefoBaHus aBaseT-
€S aHaNM3 coumanbHblX acnekToB BHeAPeHNs
MexaHW3MOB MPEeBEHTUBHOIO 34paBooxpaHe-
HWS B MPaBOBOM MPENOMEHUN, BbIIBAEHNE
TEPMUHONOTMYECKUX W MHCTUTYUMOHANbHbIX
0COBEHHOCTEN Pa3BUTUS MPEBEHTUBHON Me-
OVUMHBI KaK HOBOTO 34paBOOXPaHUTENbHOMO
TpeHAa, OoTpaXxalouwlero noauTuKy 340po-
BbecOepexeHNs HaceneHus.

MeTtogonorus

[MpoOBOAMMBIA B [AAHHOM WCCAEA0BAHUN
NpaBOBOWN aHaAN3 COLMATIbHbIX ACNEKTOB pas-
BUTUS MPEBEHTUBHOW MeAMUMHbI B Poccui-
ckot Pepepaunn 6asmpyeTcs Ha WU3yueHum
HOPMATUBHbIX NMPaBOBbIX AKTOB, PErNameHTn-

Natalia S. Volkova
Social Aspects of Preventive Medicine: A Legal Analysis

PYIOLLMX 3TK BOMPOCHI, BK/OUas CTpaTernye-
CKNE IOKYMEHTSI.

B pamkax mnpoBeAeHHOro wccnefoBaHus
6a30BbIMM CTaAW METOAbl CUCTEMHOMO aHa-
/132, KOTOPble MO3BONUAN COMOCTABAATL UH-
dopmaumio B peTpocnekTuBe, nokasbiasa 06-
LWYt0 KapTUHY pa3BUTMA NpoduaakTnieckoro/
NPEeBEHTUBHOIO NOAXOAA B MeAWUWHE, MeTo-
[bl CTPYKTYPHO-GYHKLMOHABHOIO aHaan3a,
KOTOPbIE MCMONb30BANNChL ANS AnddepeHL -
auMm  LOKTPUHABHBIX U 3aKOHOAATENbHbIX
NMOAXOAOB K MOHATUIO NMPEBEHTUBHOWN Mean-
UMHbI.  [epMeHeBTUUYECKUIA METOA, Crocob-
CTBOBA/1 BbISIBJIEHNIO KOHLUEMUMI U NOAXOAOB,
NPUCYTCTBYIOWMX B WUCCAEAYyEMbIX TekcTax,
BK/ItOYAS TEKCThI MPABOBbIX aKTOB.

VIHGOpMaLMOHHO-aHANMTNYECKYD OCHOBY
NCCNefoBaHNs  COCTaBASAOT WMHOOPMALMOH-
Hble maTepuanbl Ha OPUUMATIBHBIX CanTax
Mpasutensctea P®, MuHuUcTepcTBa 34paBo-
oxpaHeHus PD, MuHMcTepcTBa 3KOHOMMYeE-
ckoro passuTus PD, PeaepanbHoit Ciyxbbl
roCyAapCTBEHHOW CTaTUCTUKMN.

K Bonpocy o nonurtuke
3a0poBbecbepexeHuns

MpoasuxeHne NOAUTUKK 340poBbecbepe-
KEHUS MEHSET 34PaBOOXPAHNUTENbHbIE TPEH-
Abl, TOCTEMNEHHO CABUrag GOKYC C eyeHus
Ha NPOPUAAKTMKY 3a601EeBAEMOCTH; CAMO CO-
LEPXKaHNE MOHATUS «3[0POBbE» MOAUDULIU-
pyeTcs C «OTCYTCTBUS BONe3HEN» Ha «peanu-
3aUMI0 NOTEHLMANA YeNoBeKay. Takas CMeHa
napagnrmbl B MEAVLVHE BO MHOTOM 06yC/10B-
NIEHa ee TyMaHW3auuen, MNosblleHnem 3Ha-
UMMOCTU  MEAMKO-COLMATbHBIX — MPaKTHK,
YXOAa 32 NaUMEeHTaMU U X 0B6CAYXMBAHNA
(De la Torre et al., 2025). MNosBneHne Kom-
NNEKCHBIX MEAMKO-COLMANbHbIX WHCTUTYTOB
(NananatBHasi MNOMOLLb, AOTOBPEMEHHbIN
YXOA U Ap.) Takxe crnocobcTyeT nauyeHTo-

Lex Genetica. 2026. Volume 5, No. 2. 7-23

|1 |



Haranbs C. BonkoBa

CounanbHble acneKThbl I'IpeBeHTVIBHOVI MeANUNHDL: npaBOBOﬁ aHanus

LUEeHTPUYHOM nepeopueHTaunmn 3apaBooxpa-
HeHus (Xabpuesa, Tuxomnpos, 2024).

OpnHako Hambonee 3HauMmbiM GakTopom
pekoHOUrypaumum CUcTeMbl 34paBoOXpaHe-
HUg aBngetcs GOpCMPOBaHHOE BHeApeHue
MHHOBALIMOHHbIX METOA0B BAWNSHMWSA HA 340pO-
Bbe yenoseka. Hosble BuoTEXHONOTMUECKME
peanuu TpaHCGOPMUMPYIOT 3aKOHOAATENLCTBO
06 oxpaHe 3[40pOBbS, MPOPbIBHbIE MEANLMH-
CKWe TeXHOMOrMW pasaBuUratoT pamky BO3-
MOXHOFO, OTKPbIBASi HOBblE HAYYHO OpUEHTU-
pOBaHHbIE CMOCO6bI MoAAepKaHNa 340POBbS
(MannyeHko, MyTnno, 2026).

310poBbecheperaoLnii BEKTOp pasBuTuS
3paBOOXpaHeHNs AenaeT OCHOBHOM aKUeHT
He CTO/bKO Ha neyeHunn 3a601eBaHni, CKoMb-
KO Ha ux npeaynpexaeHnn (npeseHumm) (Ko-
HoBasoB., [Mo3gHakoBa, 2020). Takoi noaxos,
MpU3HAET BaXXHOCTb COXPAHEHMS, YAyYLLIEHNS
1 yNpOYEeHMNs 310POBbS HA MPOTSKEHNUM BCEFO
eCTecTBEHHOro TeueHns 3aboneBaHuii 1 pa-
CTYULYI0 3HAYMMOCTb NPEBEHTUBHON MeanUN-
Hol (De la Torre et al., 2025).

tOpuanyeckuii  KOHTYp  NMPEBEHTUBHOW
MeaMUMHbl B Hallel cTpaHe HocuT dpar-
MeHTapHbIi xapakTep. Camo 3TO MOHATWE
B 3aKOHOAaTe/bHOe Mofe He BBeAeHO, XOTA
Takoe Hanpap/ieHue Hay4HbIX MCCAelOBaHNIA,
Kak «MpeBeHTUBHAN 1 MepCOHaNM3POBaHHAs
meauLmHa, obecneyeHme 340pOBOroO A0ArO/e-
TUS», 3HAUMTCS B UMC/IE MPUOPUTETHBIX AN Ha-
YUHO-TEXHONOMMYECKOTO  Pas3BUTUS  CTPaHbl’,
a nepexoj K MepcoHaAM3MpoBaHHOW, npe-

LAVKTUBHON ¥ NPOGUNAKTUYECKON MeanUnHE,
BbICOKOTEXHOOTMYHOMY  34paBOOXPaHEHMIO
M TEXHOMOTUSM 340pOBbecHEpeeHns pac-
CMaTpMBaeTCs Kak Kat4YeBoe HayKo3HavMmoe
HanpasaeHve 419 NPOPbIBHbIX TEXHONOTNIA®.
[porHo3 coumnanbHO-9KOHOMMUYECKOro pas-
BuTUS Poccuiickon ®epepaunn o 2036 T,
MOArOTOBNEHHbIA MUHUCTEPCTBOM 3KOHOMMU-
yeckoro passutus Poccuiickon @eaepaunn’,
npeanonaraer  cokpalleHue — CMepTHOCTM
HaceneHMs OT OCHOBHbIX BMAOB 3ab6o/eBa-
HWIA, CBA3aHHOE C pa3BUTMEM MPEBEHTVBHOM
MeAMUMHBI, WUPOKMM OXBaTOM rpaxkaaH
npodunakTMYecknmMm oCMoTpammn U CKpU-
HUHIOBbLIMM  MpOrpammamu, peanvaumnen
nporpamm 60pbbbl ¢ 3a601eBAHNAMU, BXOAS-
LWMMW B YMCNO OCHOBHBIX MPUUKH 3a60/1eBae-
MOCTW ¥ CMEPTHOCTM HaceneHus. Tem cambim
[laHHOe HanpaB/ieHue B 34paBOOXpaHeHUn
He TO/IbKO paccMaTprBaeTcs Kak HayKoemKkoe
1 NepcnekTMBHOE, HO WU HaNPAMyto CBSI3aHO
C AOCTWXEeHVEeM Lenelt rocynapCcTBeHHO no-
JMTUKM B COLMANBHO-IKOHOMMYECKOW chepe.
VICTOKM NpeBeHTMBHON MeauUMHbI Npen-
MYLLECTBEHHO CBA3aHbI C KATErOPUSIMU «aHTU-
BO3pacTHag meanumHa» (“antiage medicine”)
(TpyxaHos, Yynakos, 2017) v «akTUBHOE (340-
poBoe) aonronetue» (fony6esa, Conosbes,
2023), KoTOpble OTpaarT rMobanbHbIA Ae-
MOrpaduyeckmin TpeH CTapeHns HaceneHmns
1 3BOMOLMIO MAEN OT «0BLLECTBA CTapeHUs»
K «OBLLECTBY JONTONETUSA»: OT GPOKyCa Ha BO3-
PACTHbIX M3MEHEHMSX K MCMOAb30BaAHUIO Me-

° Yka3 [pe3udenma Poccuiickoii Pedepayuu om 18.06.2024 No 529 «O6 ymeepxdeHuu npuopumemtbix HanpaseHuii
HAYYHO-MEXHOAO2UHECKO20 pa3sUmus U nepeurs 8axHeluIux HaykoemKkux mexHoAozuil». Pexxum goctyna: http://publi-

cation.pravo.gov.ru/document/0001202406180018

¢ Va3 lpe3udenma Poccuiickoli ®edepayuu om 28.02.2024 No 145 «O Cmpamezuu Hay4HO-mMexHoAO2UUecKo20 passumug Poc-
cutickoli @edepayuu». Pexxum docmyna: http://publication.pravo.gov.ru/document/0001202402280003

7 MuHucmepcmeo 3KkoHoMuUeckozo passumus Poccutickoli Dedepauuu. [TpozHO3 cOUUANbHO-IKOHOMUUECK020 paseumus Poccuii-
ckoti Pedepayuu Ha nepuod do 2036 200a. Pexxum docmyna: https://www.economy.gov.ru/material/directions/makroec/

prognozy_socialno_ekonomicheskogo_razvitiya/prognoz_socialno_ekonomicheskogo_razvitiya_rossiyskoy

federacii_na_period_do_2036_goda.html
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AMKO-COLMATbHBIX MHCTPYMEHTOB Ang obec
neyeHns bHonee MNPOAOIKUTENLHOW XKU3HM
(Scott, 20271).

Mexay Tem ang dopmupoBaHua oblie-
CTBa [JONTONETUS HEOOXOAMMbI CYLIECTBEH-
Hble M3MeHeHUs B CUCTeMe 3/paBooXpaHe-
HUA 1 PEerynsTUBHBIX MeXaHW3Max, a Takxe
0bWaga  HaLeNeHHOCTb  roCyaapCTBEHHO
NOAUTUKM  Ha npeaynpexieHne Heratus-
HbIX MOCAeACTBUiA cTapeHns. O6ulecTso
NONTOXUWTENE — 3TO HOBbI 3Tan B pa3Bu-
TUW YenoBeyecTBa, U ANA pe3ynbTaTUBHOIO
BHEAPEHNs Mporpamm AOAroneTua Heobxo-
AMMO MEepecMoTpeTb y6oKO YKOPEHUBLLM-
ecq npeacTaBieHns o Bo3pacTe U CTapeHum
(Scott, 2027).

B 2020 . BcemmpHon opraHusaument 3apa-
BooxpaHeHusa (BO3) 6bin npeactasneH mnaaH
[llecsTneTns 340pOBOro CTapeHus Ha nepu-
oA, 2020-2030 rr® Toa arnaon BO3 6bina 3a-
nylleHa cneunanbHas naatdopma 340p0OBOro
ctapenns (healthy ageing), uenb koTopon —
NpoABUXKEHME N YKPENIeHNe MexXOoTpacieBo-
rO MU MHOTOCTOPOHHErO NapTHepCTBa B YacTu
COENCTBMA 3[0POBOMY CTapeHunto 1 peasnu-
3aumm  JlecatuneTusa 340pOBOrO  CTapeHus
OOH (2021-2030)°. MnaH [ecatunetns 340-
POBOIO CTapeHus ColepXKWUT MPOrHO3 pocTa
YNCNEHHOCTN HaceneHus B Bo3pacTe 60 neT
1 cTaplie Ha 34% (c 1 mapa yenosek B 2019 .
[0 1,4 mappn vyenosek B 2030 1. 1 2,1 MApA, ye-
noBek K 2050 r). lNpeactaBnseTca, Yto nak-
nemuns COVID-19 BHecna KoppekTWBbl B 3TOT
MPOrHO3, OAHaKO 06lWaa TeHAeHLUus cTape-

Natalia S. Volkova
Social Aspects of Preventive Medicine: A Legal Analysis

HUS HaceneHmns ocTaeTcs KOHCTaHTHON. C Hell
KoppenupyeT n aemorpapuyeckmii NporHo3
QepepanbHo  CNyKbObl  rOCYAAPCTBEHHO
CTATUCTUKK: ecan B 2025 . AONF HaceneHuns
cTapule TpyaocnocobHoro Bospacta B Poc
CUW B NPOLEHTAX OT YNCNEHHOCTUN HaceneHms
cocTaBnsna 24%, 1o Kk 2046 r. oHa Bo3pacTteT
N0 26,9%; 0HOBPEMEHHO A0NS AW MAaALe
TpyaocnocobHoro BospacTa (01 O Ao 15 neT)
CHM3MTCA € 18,1% 10 15,6% COOTBETCTBEHHO'.

ObwWmm GoHOM Aemorpadpuueckux npouec-
COB cTapeHus B Poccum 9BaSi0TCS B LEIOM
HEBbICOKas MPOLOIKMTENBHOCTb XU3HW Hace-
NIEHUS 1 BbICOKAs CMEPTHOCTb TPYA0CNOCo6-
Horo HaceneHus (Tpodumosa u ap., 2021). 310
NPUBOAUT K TOMY, UTO YAE/bHbIV BEC rpaXKaaH
cTaplie TpyAocnocobHoro Bo3pacta B obLeit
UMNCNEHHOCTW  HaceneHus  yBeanYMBaeTCs:
KaXAblA YeTBepTbIN TpaxAaHWH HaxoanTcs
B BO3pacTe cTapuie TpygocnocobHoro. Oue-
BWAHO, UTO nojobHad cuTyauums aBngertcs
eflBa 1N He KPUTUYECKON C TOUKM 3peHuns ae-
morpadum 1 3KOHOMUKKW. VIMEHHO Mo3TOMYy
BOMPOCHI MOBbILEHNS MPOAOIKNTENBHOCTM
XW3HWU W COXpaHEHWS! BO3PACTHOW aKTUBHOC
TN HaxoaaTcs B GokKyce BHMMaHWS rocyaap-
CTBa, Kak 1 BOMPOChHI MOCTOSHHOIO COBepLIEH-
CTBOBAHMS KayecTBa MeAWLMHbI 1 pa3BUTHS
NPeBEHTUBHOW MEeAVLINHDbI.

CnoxwuBuwascg aemorpaduyeckas cutya-
uns B Poccuiickon @egepaummn n nepcnektu-
Bbl €€ Pa3BUTUS CTABAT HOBbIE LLEIN 1 3a4aum
nepes 3KOHOMMKOW, TOCYAapCTBOM M obLie-
CTBOM, HampaB/ieHHble He TONbKO Ha obecrne-

¢ [lecamunemus 300pogozo cmapeHus Ha neptod 2020—2030 2. Pexxum gocTyna: https://cdn.who.int/media/docs/
default-source/decade-of-healthy-ageing/final-decade-proposal/decade-of-healthy-ageing-proposal---russian

pdfesfvrsn=b4b75ebc_28&download=true

° Decade of Healthy Ageing. The Healthy Ageing Collaborative: working together to give everyone the opportunity
to add life to years, wherever they live. Available at: https://www.decadeofhealthyageing org/about/join-us/

collaborative
© MefepanbHag ciyx6a rocyaapcTBEHHON CTaTuC

TUKKU. Poccmam ony6aukoeas demoepaduyeckuli npozHo3

00 2046 200a. Pexxum gocTyna: https://rosstat gov.ru/folder/313/document/220709
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Haranbs C. BonkoBa

CounanbHble acneKThbl I'IpeBeHTVIBHOVI MeANUNHDL: npaBOBOﬁ aHanus

UEHMEe OCHOBHbLIX MOTpebHOCTel rpaxaaH
CTaplwero MOKoAeHUs Ang noaaepxaHus
BbICOKOrO KayecTBa MX XMU3HeLesTeNbHOCTH,
HO W Ha CO34aHue YyCNOBUI ANS UX aKTUBHO-
ro yyactvs B MOAWTUYECKOW, COLMANbHON
M UHOIM cdepax AeatenbHocTn obuiectsa’.
[MpoBOAMTCH LEe/bli KOMMNEKC Meponpus-
TUA, HANPaBNEHHbIX Ha OpraHu3auuio npe-
[OCTaBNeHus psgaa  ycayr MeguuUmMHCKOro,
COLMANBHOTO, KYNbTYPHOIO ¥ JOCYrOBOrO Xa-
pakTepa, pe3ynbTaTMBHOCTb KOTOPbIX 3aBUCUT
He TONbKO OT B3BELUEHHOCTW rOCYAapCTBEH-
HOW MOANTWKK, HO N MHOXecTBa GaKTOPOB:
3GPEKTUBHOCTU MPOBOAUMbIX MEPOMPUATUI
W HaAnexaulero KOHTPOAS; Haauuus Heob-
XOAUMBIX BUHAHCOBBIX CPEACTB MAM UCTOY-
HWKOB A8 WX MNPWBNEYEHWUS; MOATOTOBKM
KBaMOULMPOBAHHBIX MEAULMHCKMX W COLLW-
a/lbHbIX PabOTHMKOB; KOOMEPHMPOBaHMUS YCU-
JINA TOCYAAPCTBEHHBIX U OOWECTBEHHBIX UH-
CTWTYTOB. [1pn 3TOM K/t0OYEBbIM 1 GUHAHCOBO
eMKMUM HanpaBieHWem OCTaeTcs MNoajepxa-
HVe 30pOBbs C MCMONb30BAHNEM MELULMNH-
CKUX MHHOBALNA.

lMpeBeHTUBHAsA MeAULIMHA: NOHATUE
1 lopuguueckas uaeHTupukauus
PepepanbHblii 3akoH 0T 2111. 2011 Ne323-P3
«O6 OCHOBax OXpaHbl 3[0POBbs rpaxaaH
B Poccuiickoin Pepepaumm»?, npoaonxas
TpaLMUMM COBETCKOrO 34paBOOXPaHeHus, 3a-
KpenaseT npuopuTeT NpoduNakTUKK B 3TON
cdepe, npeaycmatprBas NaTb KAYEBbIX Ha-
npaBAeHN:

1) paspaboTka M peanusauma nNporpamm
GOPMMPOBAHNA 3[0POBOr0 06pa3sa KNU3HW;

2) OcCyllecTBleHune CaHWTapHO-NPOTUBO
3NNAEMNYECKMX MEPOMNPUATUIA;

3) npeaynpexaeHne v paHHee BbiiBAeHME
3aboneBaHuit;

4) npoBezeHue NPOPUNAKTNYECKMX U UHBIX
MeaNUMHCKMX OCMOTPOB, ANCMaHCcepm3aumns;

S) ocyllecTBAeHNe MePONPUATUIA MO COXpa-
HEHMIO KM3HW 1 3[0pOBbA TpaxaH B 06paso-
BaTe/IbHOWN U TPYAOBOM AeSTENbHOCTH.

3TV HanpasneHus B MONHOW Mepe oTBe-
UaoT MOHUMAHWIO NPEBEHTUBHON MeANLMHDI,
CNOXMBLIEMYCS 32 PYBEXOM, XOTS U He Aena-
0T aKkUEeHT Ha BO3pacTHOW aKTWBHOCTM, CO-
cpefoTaynBas BHMMaHWE Ha Kaaccuyeckmx
COBETCKMX  Moaxofax  npeaynpexaeHus
M NpeaoTBpalleHns pacnpocTpaHeHus 3a-
6onesaemocT B uUenom. CemaHTMyecku
KOHCTPYKUMW  «MpPEBEHTUBHAA MeanLMHa»
N «npodunakTnyeckas MeaumunHa» CUHO-
HVMUYHbI:  CNIOBO  «MPEBEHTUBHbIA»  SBAS-
eTcd  TpaHcauTepauunern  aHros3blYHOro
cnoea preventive (npodunaktuyeckuin). Pas-
HOUTEHWA B YaCTU WX ynoTpebieHns B 3aKo-
HoAaTeNbCTBE 0BYCN0BAEHbI, HA HaLl B3rnag,
NONUTUYECKO OpueHTauuel: paHee npeBa-
MPOBABWMWIA TEPMUH «MPEBEHTUBHAA Me-
AMUMHA» FapMOHM3UPOBaN C 3apyBexHbMm
3paBOOXPaHNUTEbHBIMI TPeHAaMMK, NOCNea-
HMe Xe HOPMaTMBHbIE MPaBOBbIe aKTbl B 3TON
chepe NEMOHCTPUPYIOT BOMbLIYIO NpUBEP-
XKEHHOCTb MPUBbIYHOMY MOHATUIO «NPOdU-
NaKTnyeckas meanumHar®,

" Cmpameaug delicmeuli 8 UHmMepecax zpaxdar cmapuiezo nokoreHus 8 Pocculickoli Dedepayuu do 2030 2oda.
Ymeepsxdera pacnopaxeruem [Mpagumenscmea Poccutickoti Dedepauuu om 07.04.2025 N° 830-p. Pexxum focTy-
na: http://static.government.ru/media/files/3s71wNjjciiohB2D)xdhBIAJawkT1SBE.pdf

2 DedepanbHulii 3akoH om 21.11.2011 No 323-D3 «O6 0cH08AX 0XpaHbl 300posba epaxdar & Poccuiickoli Dedepayuu»
(cmampu 4 1 12). Pexxum goctyna: http://www.kremlin.ru/acts/bank/34333

B Yka3z [pesudeqma Poccuiickoli Dedepayuu om 28.02.2024 No 145 «O Cmpamezuu HAy4HO-mexHoA02uYe-
ckozo  paseumus  Pocculickoli @edepayuu». Pexum aocTyna: http://publication.pravo.gov.ru/docu-ment/

0001202402280003
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Natalia S. Volkova

Social Aspects of Preventive Medicine: A Legal Analysis

[peBeHTMBHAg MeAULMHA, COrnacHo KoH-
uenuuv  NpeauKTVBHOW,  NpPeBEeHTUBHOMN
1N NepcoHaNn3MpOBaHHON MeanLMHbI"Y, Ha-
LiefleHa Ha NpeAoTBpallLeHre BOSHUKHOBEH NS
3a60/1€BaHNS UM PAHHIOW, AOCMMNTOMATU-
yeckylo ¥ AOKAMHWUYECKYID MUHMMU3ALMIO
€ro NposBAEHUS, YTO OT/IMYAET ee OT KOHBEH-
LUMOHANbHON MeAMUMHbI, CHOKYCUPOBAHHOWM
Ha nedyeHnn 3aboneBaHuii. [peBeHTVBHAS
MeAMUMHA KOHUEHTPUPYETCS Ha BbiiBAEHMM
pucka 3aboneBaHus C Y4eTOM pe3y/ibTaToB
onpejeneHns cocTosHnsg 6oMapKepoB 1 Mno-
3BO/IET NpPefoTBPaTUTL 3a60MeBaHNe NyTem
NPUHATUS COOTBETCTBYIOWMX WHANBUAYANb-
HbIX MPOPUAAKTUYECKMX MED.

Takum obpasom, npeseHTMBHas (Npo-
bunakTuyeckas) MeauUMHa NpeacTaBaseT
cobOi CUCTEMY HayUHbIX 3HAHWIA W MpaKTu-
Yecknx Mep, OPUEHTUPOBAHHbBIX Ha Npeaynpe-
XIeHne 3ab0n1eBaHNi, COXpaHeHWe 1 yKpern-
NeHve 340poBbs  HaceneHns. OcHoBaHHas
Ha MNpUMEHEHWN HOBEMLINX MeAULMHCKNX
TEXHOMOTWI, NpeBEeHTUBHAA MeauUMHA [0-
CTATOYHO NepcoHanu3npoBaHa. B HacTosuee
BpeMs MCCaefoBaTeNbCckuii nHTepec Gokycn-
pYETCS Ha NepcrnekTMBax BHEAPEHMsS nepco-
Ha/M3MPOBAHHOIO NOAXOAA B CaAMbIX Pa3HbIX
061aCcTaX MeAULIMHCKON MpaKkTUKK, HO npe-
X[ie BCEro Tex, KoTopble TpebytoT Hanbonee
ryBOKUX WUCCNEA0BAHMA BBUAY CIOXKHOCTY
1 MHOroobpasnsa MpOLECCOB, BK/IKUYEHHbIX
B MeXaHW3M 3a60/1eBaHNA: OHKONOT WS, HEBPO-
NOrKS, NCUXNATPUS 1 Ap.

OTMeTMM, UTO B HEKOTOPLIX CTpaHax npe-
BEHTVBHAA MeanLMHA NoayYmnna CBoe topnamn-

yeckoe opopmnerue. Tak, B DegepaTuBHOW
Pecny6nuke Tepmanus B 2015 . 6bi1 NPUHAT
«3aKoH 06 yKpenaeHun 340poBbs ¥ Npodu-
NaKTUKe»", KOTOPbIA pacluMpun cnekTp meam-
UMHCKMX NpOodUAAKTUYECKMX MeponpuaTuii
[N pa3HblX BO3PACTHbBIX FPYNn, NpeaycMoTpeB
[IONOAHMTE/IbHbIE MEANUMHCKIE KOHCYNBTALLMM
No BOMpOCaM 3/10pOBbs A/ AeTel, paboTato-
WX FpaxAaH 1 rpajaH CTaplero Bo3pacTa,
a Takxe BblpaboTKy pekoMeHAaLuid no nu-
TaHUO N GU3NUecKon akTMBHOCTU. CTUmynu-
pOBaHMe «MOBeAEHWs, OpUEHTUPOBAHHOMO
Ha 3[0pOBbE», COMACHO 3aKOHY, OCYLLECTBAS-
eTca B BMAE OOHYCOB B pamKkax CTpaxoBaHUs;
BBOAWTCS TpeboBaHWe BakUMHALWMK MpW Mo-
CTynaeHuWn B 0bpasoBaTesibHble yupexaeHus.
3aKoH Takxe npefycmaTpuBaeT LOMNONHUTENb-
Hble GYHAHCOBbIE CPEACTBA HA OCYLLECTBAEHNME
COOTBETCTBYIOLLLMX MEPONPUATUIA.

B CoeaunHerHbix LTatax Amepukn B 2024 T.
6bln paspaboTaH 3akoHonpoekT «O cbepexe-
HUax B cdhepe NpPeBeHTUBHOW MeANLIMHbBI®,
npeanonaralolmnii 3KOHOMUID  BHOAKETHBIX
CPeACTB B CBA3M C aKTUBHbIM BHeApeHneM
NpeBeHTUBHOM MeanUMHbL. [1peBeHT1BHAA
meaunLmHcKkas nomolib (preventive health care)
onpeaensietcs 3akOHOMPOEKTOM Kak KOM-
nAeKkc MeponpusaTuii B chepe OxpaHbl 340-
pOBbSl HaCeNeHWs, OTAeNbHbIX KaTeropwui
HaceneHns v oTAENbHbIX WL, HANPaBNEHHbIX
Ha yKpenneHue WU nojjepXxaHue 340pOBbS
1 6narononyuns HaceneHus, a Takxe npeaot-
BpalleHne bonesHen, MHBAMAHOCTA U Npex-
NeBPEMEHHON CMepTU, B TOM yucae nocpef-
CTBOM  MPOABWXEHWS U UCMOAb30BaHMS

" MMpukas Murzdpasa Poccuu om 24.04.2018 N0 186 «O6 ymeaepsxdeHuu KoHuenyuu npedukmugHoli, npegeHmugHoll
U NePCOHANZUPOBAHHOU MeduUUHbI». Pexmnm foCTyna: https://base garant.ru/71947662/

s Bundesministerium fiir Gesundheit. Das Gesetz zur Stirkung der Gesundheitsforderung und der Privention
(Priventionsgesetz). Available at: https://www.bundesgesundheitsministerium.de/service/begriffe-von-a-z/p/

praeventionsgesetz (In German).

s Congress.gov. H.R4464 — Preventive Health Savings Act. Available at: https://www.congress gov/bill/119th-

congress/house-bill/4464/text
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CounanbHble acneKThbl I'IpeBeHTVIBHOVI MeANUNHDL: npaBOBOVI aHanus

MHHOBALIMOHHBIX METOLOB OKa3aHus Meau-
LUMHCKOM nomMouLn, 3PdEKTUBHOCTb KOTOPbIX
NOATBEPXAAETCS AOCTOBEPHBIMU U 06LLEA0-
CTYMHBIMA  AAHHBIMU  KAMHWUYECKMX WCMblTa-
HUIA, HabaaeHUs, [AOATOBPEMEHHBIX (OH-
TUTIOLHbBIX) UCCNEA0BAHNIA M MeTaaHann3a.

[lepcoHanu3npoBaHHasg MeauLuMHA Npea-
cTaBngeT coboi NOAXOA B 34PABOOXPAHEHMN,
MpU KOTOPOM fleYeHre U MeanLmHCKoe obeny-
>KMBaHWE BbICTPAMBAIOTCS MO NEPCOHUPULLUPO-
BaHHOW TpaekTopuu nauueHTa, OCHOBaHHON
Ha yyeTe ero MHAMBUAYa bHbIX GY3Moaornye-
CKMX XapakTepucTuK. epcoHannsnpoBaHHas
MeAWLMHA B CBOE OCHOBE OMUPAETCH Ha MO-
NEeKYNSIPHYIO MeANLINHY, TEHETUKY, KNETOUHYIO
6uonorno 1 Ap., TO ecTb npeanonaraer wc
MONb30BaHME MHHOBALMOHHBIX W BbICOKOTEX-
HOMOTMYHbIX METOOB AMArHOCTUKM, NeveHns,
NPOPUAAKTUKM WU peabuanTaLmmn, yunTbiBalo-
LWMX YHUKaNbHblE GU3nonormyeckne u 6ruono-
rMyeckme AaHHble nauueHTa M HaueneHHbIX
Ha [LOCTUXEHWE OMTMMAsIbHbIX Pe3yNbTaToB
ansg kaxaoro (bepr, 2023).

CornacHo noaxofam nepcoHaM3NpOBaH-
HOM MeaMUMHbI, KaXAblA YenoBek reHeTnye-
CKM M BUOMOTMYECKN MHAMBUAYANEH, U MO-
3TOMY OTBET Ha CTAHAAPTHOE NIeYeHNEe MOXET
3HaYUTENbHO pas3nnyatbes. [peun3noHHoOCTb
(BbICOKAst TOYHOCTb) HOBbIX MOAXOA0B Tpeby-
eT BnajeHus 6ONbLIMM MACCMBOM AAHHbIX,
AHAIUTUKOA MO KOHKPETHOMY  MalUeHTY,
uTO Mpenonpenenser GONMbLIYI POb UHTEN-
NeKTyasbHbIX TexHonorun. Ludposrsauns
3paBOOXPAHEHNs OXBaTbIBAET KakK WHPOp-
MaLMOHHYI COCTaBASIOLLYIO (3N1EKTPOHHbIE
MeaNUMHCKME KapTbl, LMGpoBas MapLlipyTu-
3auMg, obnauHble XpaHuaKLLA AaHHbIX O Ma-
UMEeHTax v NpoY.), Tak ¥ NPUMEHeHVe pa3Horo
poja MeaULUMHCKMX TafXeToB, MOOWIbHbIX
NPUNOXEHWI, TENEMEANUNHCKNX TEXHOIOTUI
n Ap. ANS ANArHOCTUKKM M MOHUTOPMHIA 310-
posba (Putilo, Volkova, 2022). 910 nossonget
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VHAVBUAYANN3UPOBATL MeAULIMHCKOE 06Cny-
XUNBaHWe, 06NerunTb NMPOrHOCTUYECKYIO aHa-
JNTUKY W NPUHATUE KTUHUYECKUX PELIEHNA.

lMpeBeHTMBHas MeAULIMHA:
3TUKO-NpaBoBble Npo6aeMbl

TexHonornyeckne Hosauun B chepe 3apa-
BOOXPAHEHMS, Kak W CaM MPEeBeHTUBHbIN
NOAXOM, B MeAVUMHE, aKTyaM3npyioT Lebli
pAL COLMANBHO 3HAUMMBIX MPOBNEMHbIX 30H,
TpebyoLmX 3TUYECKOTO U HPUANYECKOTO OC
MbIC/IEHUS.

Tak, B ANCKYpPCE O BHEAPEHWUN MeaULUH-
CKUX TEXHOMOMMA MPUHLMM CrpaBesInBoro
[OCTyNa K HWM npuobpeTaeT 0cobylo 3Ha-
UMMOCTb, MOCKO/bKY HEpPa3pbiBHO COMps-
XEH C KOHCTUTYLMOHHO rapaHTUPOBAHHbIM
NPaBOM KaXJOoro Ha MeAWLMHCKYI NMOMOLLb
M NPUHLMMNOM PaBHOMPaBKA, MOCTYANPYIO-
WWM  YHUBEPCA/IbHYIO [JOCTYMHOCTL  Kaue-
cTBeHHoro neveHuns (Persaud et al., 2023).
TpeboBaHue cnpaBeaMBoro pacnpeieneHus
PECYPCOB B 3[ipaBOOXPAHEHWI Npeanoaraet
MCMONBb30BAHME  WUCKIIOUUTENBHO  MeaULUH-
CKUX KpUTEPUMEB, UTO 0BYCIOBAEHO HEOOXOAM-
MOCTbIO MPEeAOTBPALEHNA AUCKPUMUHALMUN
YA3BUMBIX COLMANbHbBIX TPy,

OpfHaKO MEANLIMHCKMAE TEXHONOMMW, Kak npa-
BWIO, SBASIOTCA BbICOKO3ATPATHBIMU W 3KC
K/MKO3VMBHBIMU VHHOBALMSMM, YTO MOpOXAaeT
KOMM/IEKC 3TUYeckux npobnem. Kiouesoe
NPOTUBOPEUE BbIPAXKAETCA B KOHPANKTE MEXK-
[y 3raquTapHoil MOAeNblo pacnpeneneHns
NepPCOHANN3UPOBAHHBIX TEXHONOTWA U Opw-
eHTaUMern Ha MaKCUMasbHYO KAMHUYECKYIO
addpexTmBHOCTL (KpbinatoBa, 2022). B akc-
NepTHOM cpeae 3akpenuaach Mo3uums, Co-
[N1aCHO KOTOPOM MOAXO0A K GUHAHCUPOBAHMIO
34 paBOOXpaHeHNs, 6a3npyoLLIMACa Ha MpaBax
uenoseka, [JOMKEH YUMUTbIBATb OOLEKTUBHO
CYLLECTBYIOUIEE CTPYKTYPHOE HEPABEHCTBO.
YunTbiBag 3TO, CUCTEMbI 34PaBOOXPAHEHMS



BCe 6onee onpeaeneHHo NpMobpeTatoT cTaTyc
KJKOYEBbIX COUMANBHBIX MHCTUTYTOB, OTpaa-
IOLLMX MPUBEPKEHHOCTb 0BLLECTBA Maeanam
CNpaBefMBOCTA U YeS0BEYECKOro AOCTOMH-
crtea (Irfanetal., 2025).

[porHo3unpyeTcs, 4To MO Mepe pa3BuUTUS
UMOPOBbIX TEXHONOTMIA AOCTYMHOCTb HA PbiH-
Ke 3NeKTPOHHbBIX YCTPOWCTB BYAEeT paclunpsTh-
Cq; MeAMUMHCKME FafxeTbl NocTeneHHo 6y-
AyT CTaHOBUTHCA BCE HONEE SKOHOMUUHbBIMY,
NpOCTbIMW W AOCTYMHbIMK B MCMOAb30BAHMM,
WHTENNEKTYabHOE YMNpaBneHne umu GyneT
COBEPLIEHCTBOBATLCA, paclMpsis BO3MOXHO-
CTN 06paboTkK UHbOPMaLMK, UTO NpuBeaeT
K MX BO3pacTarmouei nonynspHocTv ¥ BOCG
TpeboBaHHOCTU. OfHAKO 3TU MPOLIECChl ak-
TyanusnpytoT 3TUKO-NPaBoBYyto Npobaemy nH-
HopMaLMOHHOrO AnKTaTa, «61oHaAbAEH NS
1 paspacTaHuns «rocyaapcTBa NpodunakTUKm»
(CuHMLbIH, KabbiTo, 2026), «rocyaapcTBa-Hs-
Hu» (MyTrno, Bonkosa, 2020).

PecypcHas obecneyeHHOCTb  CTaHOBMTCS
3HaYMMbIM GaKTOPOM 1OBEPUS HACENEHWS K CU-
cTemam 3apaBooxpaHeHuns (CasuH, CM1pHOBa,
2022), KOTOpOe B YCAOBMSAX MaCCMPOBAHHOM
nesvHpopmaumm  MoCTKOBMAHOMO nepuoaa
NIEMOHCTPUpPYeT yracaHue n0SNbHOCTU K Tpa-
OVNUMOHHBIM - MHCTUTYTaM 3/1paBOOXpaHeHNs
1 CKNOHHOCTb K a/lbTepHATUBHbIM UCTOYHMKAM
nHGopmaumnn. MNpoeeseHHble elle B AonaHie-
MUIAHblE BpEMEeHa MCCNea0BaHNS NOKa3blBaM
YCTOMUMBBIA TPEHL POCTa PacnpoCTpaHeHHOo-
CTW HEelOCTOBEPHbIX CBEAEHNI MeAMLIMHCKOTO
xapakTepa B COUManbHbIX CETAX, FAe yXKe Ha TOT
MOMEHT OKO/IO TPETU MHGOPMAaLIMM O BaKLMHA-
UMM He COOTBETCTBOBAO AENCTBUTENBHOCTM
(Suarez-Lledo, Alvarez-Galvez, 20271).

BakuuHonpodunakTuka:

BOMpPOCbl CB060AbI M OrpaHUUEHMIA
Mesxay Tem BakUMHaLWs NpeAcTaBaseT co-

60/ OAHO M3 MarucTpabHbIX HanpasaeHUN

Natalia S. Volkova
Social Aspects of Preventive Medicine: A Legal Analysis

NPEBEHTUBHON MEAMUMHbI, ¥ AOBEPUE K HEW
ABASETC efBa NN He NpefonpefensioLLnm
$GaKTOPOM yCNewHoCcTn ee Meponpuatuni. im-
MyHOMpodUAAKTIKA HaCUNTbIBAET Bonee yem
[IBYyXBEKOBYIO WCTOPUIO Pa3BUTUS B Hallew
CTpaHe, beps opuUManbHOe Hauano B 3MoXy
npaeneHns EkatepuHsl I, KoTopas 6pocuna
BbI30B apxXauuHOMy OBLLECTBY, MPWUBMBLINCDH
BO Bpems anuaemun ocnbl B 1768 . (MyTuno,
2023). C pa3BUTUEM TEHHOrO MHXMHUPUHIA
nepcnekTUBHbLIM NOAXOAOM K 1eYEHUIO KaK re-
HETUUECKMX, TaK WU MpuoBpeTeHHbIX 3abone-
BaHui ctann JHK-sakumubl (Lu et al. 2024)
N NEPCOHANN3NPOBAHHbIE BAKLMHBI, y4NUTbIBA-
oL ME UMMYHONOTMYECKUIA UV TEHETUYECK A
cTaTyc naumenTa (Imutpuesa n ap., 2022).
3BoatoUMs MMMyHONpodunakTukn B Poc
UM U ee 3TUKO-MPABOBOTO COMPOBOXAEHWS
npoluia HeCcKobKO 3TaroB: OT HEMTpasbHO-
ro BOCMPUATUS A0 OCO3HAHWA O6LLECTBOM
BaKUMHaLUMN KakK 3QPEKTUBHOro, a B psae
ClyYyaeB €4UHCTBEHHO BO3MOXHOIO WHCTPY-
MeHTa 60pbbbl C MHPEKLMOHHBIMU BONE3HS-
Mu. focynapCTBeHHas MouTuKa 1 npasoBoe
perynMpoBaHve B AaHHOW chepe TpaHcdop-
MWPOBAINCh B COOTBETCTBUU C U3MEHEHMEM
06LIECTBEHHbIX MPeCTaBAEHNA O CYUIHOCTH
UMMYHUW3aUWUW, €€ OCHOBaHUAX U nocnes-
CTBMAX. TaK, B 3MOXY pa3BUTKS COBETCKOIO ro-
cynapcTBa obs3atenbHas BakuMHaUMa 6Gbina
B UmMC/ie NepBbIX BBEAEHHbIX TOCYAAPCTBOM
mep no 6opbbe ¢ anuaemmsmn. Ha npotsxe-
HuMM Bcero nepuosa cywectsoranus CCCP
npesanvpoBan XecTkUin MOAXOA K KOHTpO-
M0 HaL 3NUAEMMYECKON cuTyauwmen: npasa
1 cBOGOAbI rpaxaaH B chepe MMMyHONpohu-
NaKTVKW He paccMaTpyBasnUCh Kak npuopu-
TET BBWY OYEBMAHOMO MPU3HAHMS Npumata
obllecTBeHHOn 6e3onacHocTh. [lpu  3ToM
3HQUMTE/IbHbIX YCMEXOB YAANoCh A0OUTbCS
B 06/1aCTW CaHWTAPHOTO MPOCBELLEHNS: nae-
0/10TMYecKme yCTaHOBKM, 0BOCHOBbIBatOLLME
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Haranbs C. BonkoBa

CounanbHble acneKThbl I'IpeBeHTVIBHOVI MeANUNHDL: npaBOBOVI aHanus

BaKUMHMPOBAHME KaK OAMH W3 BaXKHEMLIMX
WHCTPYMEHTOB 3a60Thl O CBOEM 3[0pPOBbE
M 340pPOBbE OKPYXAOLLMX, MO3UTUBHO BOC
NPUHUMANCh GONBLIMHCTBOM HaceNeHus.

B Poccuitckoin Pepepatimn noaxos k oba3a-
TENbHOCTU  BaKUMHONPODUNAKTUKK NpeTep-
nen 3MeHeHwus, 3aKpenue B NepByto oyepesb
npaea rpaxzaH B 3ToW chepe u yCTaHOBUB
003aTebHOCTb  BAKUMHUPOBAHMA  TOMLKO
B OTAENbHbIX cyyasx. OnHako B 2020 T. € BBe-
JEHNEM MOHATHA «0BLLECTBEHHOE 310POBbES
1 3aKpenneHnem npuHLmMna OTBETCTBEHHOMO
OTHOLEHMS K 340POBbI0 COXMUINUCL OCHOBA-
HUS AN9 TpaHchopmaunm nnbepanbHON Mo-
[enn B 061aCTh MMYHONPOOUAAKTUKM B CTO-
POHY YCUNEHUS BO3AENCTBUS TrOCyAapCTBa
Ha JaHHbIE OTHOLIEHMS.

Bo MHOMMX CTpaHax CAOXMACS Pexum 06s-
3aTe/IbHOM BaKUMHALMK, KOTOPbIA 3a4acTyto
3aK/II04AETCH HE B MPUHYAUTENBHOM Xapak-
Tepe BakUMHWPOBAHUS, a B CO3LaHWW OLLy-
TUMBIX OFpPaHWYEHUA B C/lyyae OTCYTCTBUS
npuemeok (MyTtwnno, Bonkosa, 2011). 3aKoHO-
[aTeNbHble MOAENN peryavpoBaHus BakuUu-
HOMPOUAAKTUKM MOTYT KaK BKAOYATb WM-
nepaTuBHble TpeboBaHMsS BakUMHALMKM, Tak
W npefycMaTpuBatb CTUMYMPYIOWME MepbI
NS NPOABVXEHUS WAeh HeoO6XOAMMOCTY
N 3PPEKTVBHOCTU  UMMYHOMPOPUNAKTUKN.
CnoxXHOCTb  GOPMaNbHO-IOPUANYECKOA KOH-
CTPYKLMWN B KOHTEKCTE COOTHOLLEHUS BO3MOX-
HOro 1 06s3aTeNbHOrO NpaBa Ha Npodunak-
TUYECKME MPUBUBKK aKTyannsmpyeTt BOMpoc
0 6anaHce mMex/ay Ob6LIEeCTBEHHbIMU UHTEpE-
Camu W NNUHOM CBOBOAON, KOTOpas aHTUNpu-
BMBOYHbIMU [ABUXXEHVSMU NO3ULMOHMPYETCS
Kak 6a30BOe aKCUONOTNUECKOE MEPHO.

MeanunHcknin - neHnanmam  (MuTaukmHa,
2025) cTan pacnpocTpaHeHHbIM SIBAEHMEM,
a asuxeHus BWY-guccnmpeHtoB  (Bonkosa
nap., 2022) n kosua-auccnaentos (Ciacchella
et al. 2022) BBMAY UX MaccoBOCTU — daKTo-
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POM, HECYLIWM Yrpo3y CTabUAbHOCTU QyHK-
LUMOHMPOBAHUS  CUCTEMbl  OBLLECTBEHHOIO
3n0poBbs (LlomapToBa, [llyTtwmno, 2023). He-
06X0AMMOCTb MPOTUBOCTOSHUSA AECTPYKTUB-
HbIM NMPOSBAEHNAM B 3[paBOOXPAHEHNN 13-3a
060CTpeHNSA SMUAEMNONOTUYECKOW CUTYaLLUM
npesonpeaennaa NnpuMeHeHne B HEKOTOPbIX
rocyfapcTBax KecTkuMx CrnocoboB MpaBo-
BOTO pearvpoBaHWa Ha pacnpocTpaHeHue
LAVCCUAEHTCKUX TeyeHuin. Takoro poga rocy-
[APCTBEHHBI UHTEPBEHUMOHU3M B Cchepy
OXpaHbl 3[10pOBbs 06OCHOBbLIBAETCH IKCTpa-
OpAMHAPHOW CUTyaLMet, Koraa npoasBaeHns
VHAMBMAYaNbHOTO Bbi6Opa CO34210T PUCKM
[/19 300pOBbs NONynauMn. Bnpoyem, Kak npa-
BW/I0, B 3TOI chepe 3akoHOTBOpUEeCKas npak-
TUKa, KaK 1 NpaBoBas AOKTPWHA, WMCXOAAT
13 NpesyMnuMmy pauroHaabHOro NoBeAeHNS
cybbekTa, npeanonaraiLLein ocosHaHHoe co-
6a0aeHe 6anaHca MexXay AWYHOR aBTOHO-
MUWE 1 Baarononyymem colmyma.

OpnHako No mepe ycyrybaeHms KpusmcHbIx
CUTyauuii mpejenbl orpaHuueHus rocyaap-
CTBOM aBTOHOMWM BOAM WHAMBMAQ CTaHO-
BATCA BCe 6onee MOABUNKHBIMU, AaXKe HECMO-
TPA Ha TO, YTO NPUMEHEHWE UMMEPATUBHbIX
NPeAnUCaHnii, NPUHYXAAWUX K BbI6OPY
KOHKPETHOM MOAeNu noBeaeHns (Hanpumep,
obg3aTeibHble  NpodGuUAaKTUYeCKne MpUBMUB-
KW), 3a4acTyio MOpoXAaeT 3TUKO-MPaBOBON
KOHGAUKT Mexay MyBanuHbiMK 1HTEpecamu
1 MPaBOM INYHOCTM HA CAMOCTOATENbHOE MO-
BeleHYeCKkoe pelleHue.

B 3amagHbix npaBonopaakax mnoao6HbIN
KOHOANKT ycyrybngeTcs o6Lenpru3HaHHbIM
NpPUOPUTETOM IMUHOM aBTOHOMUM Haf obLle-
CTBEHHBIMU  HYXX/AaMW, KOTOPbI MUCTOpUYE-
CKM 0BYCNOBNEH WAEONOMMEN BEPXOBEHCTBA
nHAvBKMAyansHonm ceoboabl (Mello, 2022).
[laHHas npobnemaTvika He HOBa: MOWCK Ha-
NaHca MeXJy BMeLlaTenbCTBOM rocyaapcTsa
B UaCTHyl0 chepy ¥ 0BbEMOM WHAWBUAIY-



a/bHbIX MpaB BEAETCH Ha MPOTAXKEHWUN BCEN
NCTOPUW TOCYAAPCTBEHHOCTU, 0COBEHHO 060-
CTPMBLWIMCL B XX B., NPOBO3INacKBLLIEM MpaBa
UeNoBeKa BbICLIEN LEHHOCTbIO. B MeauLimHe
NPUHLWN aBTOHOMWUM UMEET 0COBOE NMPEeom-
NeHve. 3apoAMBLINCL Kak 3Tudeckas waes
camofeTepMUHALMN UHAMBUAA B OTHOLLIEHWM
COBCTBEHHOrO Te/fa, MPUHLMM  aBTOHOMMWM
NoAyUnn fanbHelllee pa3BuTUe 1 NPaBOBYHO
WHCTUTYLMOHANM3AUMIO B KOHLENUUM UH-
GOPMMPOBAHHOTO A06POBOLHOMO COMACKs
(Cepoea, 2021). OH aeknapupyeT nNpaBo MH-
AVBUAA HA CAaMOOMNpeJeeHne B YacTu Meau-
LIMHCKOro BMeLIaTeNbCTBa U OTAaeT NepBoCTe-
NEHHOCTb PELIEHNIM MaumMeHTa, TeM Cambim
orpaHMuMBas  MeauUMHCKUIA  naTepHaIn3M
(Ty6eHko, 2008), 0AHAKO MMOKOCTb 3aKOHO-
[aTenbCTBa B 3TUX BOMPOCAxX akTyasusunpyet
npobnemy KOHCTPYMPOBAHWS COOTBETCTBYHO-
LWMX STUYECKMUX PAMOK.

lMpeBeHTUBHasA meaULIMHA
1 UHPOpMaLMOHHOE NMPOCTPAHCTBO
Ocoboe 3HaueHMe B KOHTEKCTE MpeBeH-
TUBHOW MeAVLMHbI UMeeT MHPOopMaLMOHHOE
NPOCTPAaHCTBO: WHTEPHET-PECYPChl M COUMU-
afibHble MeAMa BbICTYNAKT 3HAYMMbIM  dak-
TOPOM  PacnpoCTpaHeHUs  MeaNLUHCKOW
N MeAMKO3HAYMMOW MHGOpMaLMK, MOCKO/b-
Ky SBASKOTCS OAHMMUK U3 CambIX LOCTYMHbIX
KaHasoB KOMMYHMKaLMK 1 06AafatoT BbICO-
KOV «MpOHMKatolWerh» CnocobHocTbio. Pas-
BUTWE HENpOTEXHONOTUIA yCyrybnaeT puck
CTOPOHHEID BMELLATENIbCTBA B YMCTBEHHYHO
neatenbHocTb  denoseka (byaHuk, 2025)
N BO3AENCTBMA HA NPUHMMAEMble UM pelle-
HUS, BKItOYAS Te, KOTOpble KacatoTCs 340POBbSI.
TpeBOXHbIM NpeAcTaBngeTcs Takke GeHoMeH
«AMNETAHTCKOrO 3KCMepTCTBa», Koraa nosb3o-
BaTe/I PACCMaTPUBAIOT OHIANH-MCTOUYHMKN
Kak ncueprbiBalollyto 6a3y 3HaHWI, B CBS3M
C Yem y HUX GopMUpYeTCS WIO3US KOMMe-

Natalia S. Volkova
Social Aspects of Preventive Medicine: A Legal Analysis

TEHTHOCTU, NMPU 3TOM HE YUUTbIBAIOTCA HU A0-
CTOBEPHOCTb UCTOUYHMKOB, HW MOMHOTA CoAep-
KaLNXCSH B HUX JaHHbIX.

[paBoBble  MHCTPYMEHTbl  MPOTUBOAENA-
CTBUSA AECTPYKTUBHbIM TeueHuam obnagatot
KOMMJEKCHbIM ~ MEXOTpac/ieBbIM  XapakTe-
pOM, a B chepe MeANUMHbI, Ha Hall B3rnsa,
pe3yNbTaTUBHLIMKU MOTYT ObiTb U 3TUYECKME
noaxoabl (/Inbarosa, Kpbinatosa, 2025). ing
CHUXEHUS HeaoBepus K MeAuUmHe, 0CobeH-
HO B chepe BaKUMHONPODUAAKTUKN, HEOBXO-
[IMMbl COBMECTHbIE U CUCTEMHbIE YCUINSA BCEX
YUYACTHMKOB CUCTEMbI 3[,paBOOXPaHEHNS.

[pocBelleHne MaUWEHTOB U  OCBEAOM-
NEHHOCTb O MEAMLMHCKUX 3a60neBaHNax
ABAAIOTCA  BaXKHEMLIMMKU  KOMMOHEHTaMM
KaK MMMYyHONPOGUNAKTUKK, TaK U IKOCUCTE-
Mbl 3[paBOOXpPaHeHNs B LENOM; OHW MOryT
6biTb 06ecrneyeHbl C MOMOLLbIO LIMPPOBbIX
nnatdopm ¢ MeanUMHCKUM KoHTeHTom (Te-
pelleHko, 2025). OyeBnaHO, 4TO pasBuTHE
MeANLMHCKMX TEXHONOTNIA TpaHChopMmpyeT
OTpac/ib 34paBOOXpaHeHMs, He ToNbko obe-
cneyvBas NepcoHanm3aLmio NeyeHuns u npo-
bunakTuKy 3aboneBaHwii, HO W Henocpea-
CTBEHHO BOB/JEKasd NalMeHTa B MNPOLECCH
noafepxkaHus 340poBba (MapTucunaTopHas
MeanLUMHA) U GOPMUPOBAHMS OTBETCTBEHHO-
O OTHOLIEHMS K Hemy.

3ak/noueHue

VccnenoBaHune nokasbiBaeT, YTo NaHawadpt
MPEBEHTUBHON MEAMLMHBI B LIUGPOBYIO 3MOXY
MOANPUUMPYETCH: UHTErpUpYyEMbIE B 34paBO-
OXpaHeHWe WHHOBALMKM U1 TeXHOMOrMYeckune
pelieHns MoCTeneHHo NpuBOaST K Gonee ak-
TVBHOMY, MEepPCOHANN3UPOBAHHOMY U MalWeH-
TOLEHTPUYHOMY MOAXOAY K YKPENNEHMIO 340pO-
Bbsl U NpodunakTuke 3abonesaHmnii. Mpu 3tom
peLlaolliee 3HauyeHne WUMeeT YCTaHOB/eHMe
UeTKMX 1 BCEOObEMMOLLMX MPaBU/ 1 STUUECKMX
MPUHLMMOB A5 TPEBEHTVBHON MEAMULINHBI.
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Haranbs C. BonkoBa
CoumanbHble acnekTbl NPeBEHTUBHON MEAMLUHDI: TPABOBOM aHaNn3

BmecTe € Tem AOMKHbI ObiTb MpPW3HaHbl  AyafbHbIX U NY6INUYHbIX MHTEPECOB, NPaBOBO-
M CyulecTBytolMe Npobaembl MPaBOBOMO pe- 0 pPexuma UCMojb3yeMoi reHeTUUeCcKon UH-
rYNMpoBaHUs NpOGUAAKTUYECKOW MeANUMHBI,  dopMaunn, obecneyeHns A06POBONLHOCTY
Tpebytoline AanbHeRero HayuyHoro OCMbI-  NPOGUAAKTUYECKMX MEPOMPUATUIA U onpese-
NIEHWS U 3aKOHOAATeNbHOrO pelleHns. K UX  JIeHNa rpaHuL, OTBETCTBEHHOCTM Pa3UUHbIX
UMCY OTHOCATCA BOMPOCH 6anaHca MHAMBU-  CyObLEKTOB.
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MpaBoBble acneKTbl MIOCMEpPTHOr0 UCNO/Ib30BaHMUS
penpoAyKTUBHOro MaTepuana B nporpamme
BCMOMoOraTe/IbHbIX penpoAyKTUBHbIX TEXHONOIUMN
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AHHOTaLUsA

CraTbsi NOCBSLLEHA NPABOBbIM NPO6/EMAM NOCMEPTHOTO UCMOMbL30BaHUS BroNormye-
CKOrO PenpoLyKTVBHOMO matepuana (MoNoBbIX KNETOK, TKaHel PenpoLyKTUBHbIX Op-
raHoB ¥ 3MBPVOHOB iNn Vitro), COXpAHEHHOrO B pamKkax NporpamMm BCMOMOraTebHbIX
penpoayKTUBHbIX TexHonorunii (BPT). Ha ocHoBe cuctematvaumm YeTbipHaaLaTh cy-
nebHbIX akToB 2018—2026 IT. BblAEEHbI 1BA TWMA COPOB: TPEBOBAHNE NEPEXMBLLETO
napTHepa o NOCMePTHOM MCMO/b30BaHNU Bromatepuana u TpeboBaHNA TPETUX NLL
(poawuTenei, UHbIX POACTBEHHMKOB). [loka3aHo, YTO UCXo4 Aena npefonpenensercs
He CTONbKO GaKTUYeCcKMU 0BCTOITENLCTBAMM U GOPMYNNPOBKOA MHGOPMUPOBAH-
Horo gobposonbHoro coracna (MAC), CKOMbKO AOKTPUHA/BHOM YCTAHOBKOM Cyda
OTHOCUTE/NIbHO POV MPVXXU3HEHHOTO BONEW3bABNEHNS. BbisBneHa cnctemHas HeBo3-
MOXHOCTb peanusalny npas TPeTbKX UL, Ha BromaTepyan ymepLlero B YCA0BUSX
NENCTBYIOLLErO 3aKPbITOrO nepeyHs nokasaHuii K BPT. Ocoboe BHMMaHWE yaeneHo
OHKODEPTUILHOCTM KaK CNeLMPUUEcKoMy KOHTEKCTY MOCMEPTHOW penpoayKuumn. As-
TOpbl 060CHOBbIBAIOT HEOOXOAMMOCTb BBEIEHNS MHCTUTYTA CMELManbHoro (penposyk-
TWBHOTO) BOIEN3bABNEHNA 11 0603HAYAIOT K/ItOUEBbIE HAMPAB/EHNS 3aKOHOAATENBHOTO
yperynnposaHus, Tpebytollne BHUMAHKS B pamkax CoBeplIeHCTBOBaHWs Peaepasb-
HOro 3akoHa N° 323-d3, MpaxaaHckoro kogekca Poccuiickoinn @enepaumn n Mopsaka
ncnonb3osaHms BPT.

KntoueBbie cnoBa: BCriomoraTeibHble penpoayKTUBHblE TEXHONOTU, SMBPUOH in vitro, NoCcMepTHas pe-
NPOAYKLMSA, OHKOGEPTUILHOCTb, MHGOPMIUPOBAHHOE 0BPOBONLHOE COrNacKe, HacneaoBaHue, penpo-
LYKTUBHOE BONEN3bABEHNE
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penpoAyKTUBHOIO MaTepurana B Nporpamme BCroOMOraTebHbIX penpoayKTUBHbIX TexHonoruia. Lex Genetica,
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Legal Aspects of Posthumous Use of Reproductive
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Abstract

This article addresses the legal problems associated with the posthumous use of bio-
logical reproductive material (gametes, reproductive organ tissues, and in vitro em-
bryos) preserved within assisted reproductive technology (ART) programs. The con-
ducted review of 14 judicial acts of 2018—2026 identified two major types of disputes:

the claim of a surviving partner for the posthumous use of biomaterial and the claim

of third parties (parents, other relatives) for the right to dispose of the biomaterial

of the deceased. The author shows that the outcome of such cases is determined pri-
marily by the doctrinal approach of the court regarding the role of the lifetime decla-
ration of will, rather than by the factual circumstances or the wording of the informed

voluntary consent (IVC). The systemic impossibility of protecting the rights of third

parties to the biomaterial of the deceased under the existing closed list of indications

for ART is revealed. Particular attention is paid to oncofertility as a specific context

of posthumous reproduction. The authors argue for the introduction of a dedicat-
ed institution of a special (reproductive) declaration of will and identify the key di-
rections for legislative reform, including amendments to Federal Law No. 323-FZ,
the Civil Code of the Russian Federation, and the ART Procedure.

Keywords: assisted reproductive technologies, invitroembryo, posthumous reproduction, oncofertility,
informed voluntary consent, inheritance, reproductive declaration of will
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BBegeHue

PazBuTue BCMoOMOraTe/bHbIX  penpoyk-
TUBHbIX TexHonornin (aanee — BPT) n me-
TOAOB KPWOKOHCEPBALMM MPUBENO K MNOSB-
NIEHNIO MPUHUMMMAABHO HOBOW Kateropun
OOLECTBEHHBIX OTHOWEHWUI — OTHOLIEHUA
no NoBoAy BMONOrMUYECKOrO PenpoayKTUBHO-
ro matepuana, CocobHOro COXpaHaTh XKn3He-
CNoCOBHOCTL B TeueHne aecatunetuin. Mono-
Bble KJETKW, TKaHU PENPOAYKTUBHbIX OpraHoB
1 3MBPUOHbI N Vitro MOTYT MEPEeXMUTb CBOUX
cospateneit, 4To MOpoXAaeT MpaBOBOW BO-
npoc: KakoBa cyabba 3Toro matepuana B cy-
yae CMepTu N1ua, No MHULMATMBE KOTOPOro
OH 6bi1 co3aaH?

Poccuitckoe 3aKOHOAATENBCTBO He AaeT Npsi-
morooTteeTa. PefepanbHbli 3aKoH 0T 21.11.2011
Ne 323-03 «O6 ocHOBax OXpaHbl 340pOBbA
rpaxaaH B Poccuiickon @epepaummn» (aa-
nee — 3akoH Ne 323-P3)' 3akpennseT npaso
rpaxgaH Ha npumeHenHune BPT 1 Ha KpMOKOH-
cepBauuio bromaTepuana, OfHaKo He pery-
VPYET HU NpeaenbHble CPOKK ero XxpaHeHus,
HV NOPAAOK PACMOPSKEHMS UM NOC/E CMEPTU
y4yacTHMKA nporpammsl. [lopsaok mcnosb-
30BaHMg  BPT, yTBepXAEHHbIN MpUKaszoM
MwuH3zgpaBa Poccnn ot 31.07.2020 Ne 803H
(nanee — Mopanok BPT)?, ycTaHaBaMBaeT 3a-
KPbITbIA NepeyeHb AENCTBUIA C HEUCNO/b30-

BaHHbIM BUOMaTepuranom, Ho He paspeluaeTt
BOMPOC O MOCMEPTHOM BOJEW3BABIEHMN.
lpaxaaHckuii koaekc Poccuiickon Penepa-
uvn (nanee — N'K P®) He oTHOCKT BromaTepw-
an K Kakon-n1Mbo KaTeropum o6bEeKTOB rpax-
NaHCKNX NpaB.

3TOT HOpPMaTMBHbLIAN Mpoben npuobpe-
TaeT 0cobylo OCTPOTY B CWTyaulusx, Koraa
nepexuBLUNA NapTHEpP WM POACTBEHHUKM
yMmepLiero 06pallaoTca B KAMHUKY UAW B CYA,
C TpeboBaHMeM O A0MYCKe K MCMOAb30BAHMIO
coxpaHeHHoro 6uomatepunana. AKTyanusu-
pyeT npobnemy psa coumanbHbiXx GakTopos:
paclwmpeHmne npakTukM OHKOepTUAbHOCTK
(coxpaHeHus penpoayKTUBHOM GYHKUMK OH-
KOMOTUYECKMUX BOMbHBbIX MNepes roHaf0ToK-
CUYHBIM JleYeHneMm), MOoBbILIEHME MNpPaBOCO3-
HaHWg MaUMEeHTOB B 4acTU pacrnopsxeHus
COBCTBEHHbIM BUOMaTEPUANOM, @ TakxKe poCT
uncna CUTyauuin, Tpebyrolmnx NoCMepTHOTO
MCMONb30BaHMS, B TOM YWC/Ie B CBA3M C yuac
TMEM MYXUYMH PenpoayKTUBHOIO Bo3pacTta
B 60€EBbIX AENCTBUSAX.

HeobxoaMMO OroBOPWTb  UCMOAb3yEMYtO
TepMmuHonoruo. B nuTepaType  pasnuua-
0T NOCMEepTHYlO penpoaykuuio (3auatne
npy XN3HW 060MX poAUTENen W poXaeHWe
pebeHka nocae CMepTy OAHOMO U3 HMX) 1 MOCT-

' PedepaniHpiil 3akoH om 21.11.2011 N0 323-P3 «O6 0cHoBax 0XpaHbl 300po8bs 2paxdar & Poccuiickoli Pedepayu».
Pexxum poctyna: https://www.consultant.ru/document/cons_doc_LAW 121895/

2 [pukas Murucmepcmea 30pagooxparedua PO om 31.07.2020 N 803H «O nopadke UCNOAb308AHUT
BCNOMO2AMEAbHDIX PenpodyKMUBHbLIX IMeXHOA02UL, NPOMUBONOKAZAHUIX U 02pAHUUEHUIX K UX NpUMEHEHUH0».

Pexxnm noctyna: https://base.garant.ru/74776088/
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MOpTa/bHYl0 penpoayKuuto (3auyatne yxe
nocne cMepTu reHeTnyeckoro poamtens) (Mo-
3neeBa, 2023). ITO pa3rpaHuyeHune, ogHako,
He aBAgeTca obLenpru3HaHHbIM: P/ aBTOPOB
paccMaTpuBalOT JaHHble MOHATUS KakK CUMHO-
HUMMUHbIE, MOCKOAbKY BYKBa/bHbIA Nepesos
NATVHCKOTO TepMMHa “post mortem” n pyc
CKOe C/IOBO «MOCMEPTHbIR» TOXAECTBEHHbI
M paBHO YKa3biBAKOT Ha HaCTynjeHune cobbl-
Tma nocne cmeptn (KomkoBa, bacosa, 2020).
B HacTosuwen crartbe TEPMUH «NOCMEPTHOE
NCNoNb30BaHMe buomatepuana» ynotpebns-
eTCcs B WMPOKOM 3HAYEHMM, OXBaTbiBAOLLEM
o6e cnTyalum, NoCcKobKy Ans Lenei aHanmnsa
NpaBoOBOrO pexuma 6bromatepuana u Boje-
N3bABNEHNA ero obnagatens KMoueBbiM AB-
ngetcs cam $akT MCMoNb30BaHUS maTepuana
nocne CMepTu Anua, a He MOMEHT 3auaTus.
TepmuHonoruueckass  xe  KOHKpeTM3auwms
npeacTaBageTca HeobxoaMMon B Ciydvae 3a-
KOHOAATeNbHOTO  YPErynnmpoBaHus AaHHOro
Bonpoca.

CreneHb HayyHoW pa3paboTaHHOCTK Mpo-
671eMbl  OCTAETCS HeAoCTaTouHoW. JloKTpu-
HanbHble paboTbl 0., ApyXuHuHon (2017),
[.A. Benoson (2019), I'C. Bacunbea (2018)
N ApYrvx uccnenoBaTenein cocpeaoToyeHsl
npevmMyLLecTBEHHO Ha BOMpoOCe O MpPaBOBOM
npupoge smbpuoHa in vitro, Torga Kak npu-
KnafgHble acnekTbl MOCMEPTHOrO WCMONb30-
BaHMa 6BuomaTtepuana — COOTHOLIEHWE MpU-
XN3HEHHOTO BONEN3bABNEHNS 1 TpeboBaHWa
O MOBTOPHOM COrnacuu, NpaBOBOE MOMOXe-
Hue TpeTbux Auu, cneunduka oHKodepTUb-
HOCTW — OcCBelleHbl dparmeHTapHo. Mexay
TEM WMEHHO 3TU acnekTbl NOpPOXAatoT cyae6-
Hble pa3Hornacus.

HayuyHas HOBM3Ha HacTosllero uccneno-
BaHWS COCTOUT B CUCTEMATM3ALMM U aHAAnU3e
CyAebHOM NpakTUKK, a Takxe B 060CHOBaHMM
MHCTUTYTa cneumanbHoro (penpoayKTUBHOTO)

in Assisted Reproductive Technology Programs

BONEM3BABNEHNA KAK HeO6XO[I,I/1MOI'O OTBETa
Ha BbIAB/IEHHbIE KONNN3UN 1 B ONpEAENEHNN
KTHOYEBbIX Hal'lpaBﬂeHl/IVI €ro 3akoHoaare/b-
HOrO 3aKpenaieHuns.

MeTogonorus

MeToaonornyeckyo oCHoOBYy MCCAeA0BaHMS
COCTaBAAT HOpPMaNbHO-IOPUANYECKUIA  Me-
ToA (aHanm3 Hopm 3akoHa Ne 323-O3, K PO
n Mopsaka BPT), meToa cuctemaTtmsaumm cy-
nebHon npakTuku (0606LieHe YeTbipHaa-
uaTtu Cyﬂ,€6HbIX akToB 2018—2026 IT. N0 ABYM
TUNONOTMYECKM  BbIAENEHHbIM — KATErOpUIM
CMOPOB), CpaBHUTENbHO-MPABOBOIN MeTos, (Co-
nocTaBneHne npaBoBoro onbita CoeanHeH-
Horo KoponescTBa BenunkobputaHum n Ce-
BepHoi WpnaHanu, N3pannsg, CoeanHeHHbIX
LLTatoB AMepwKn).

JoKTpUHaNbHbIE NOAX0AbI
K NpaBoBoii Npupoae 6uomatepuana

Mpexae yem 0bpaTnTbCa K aHanusy cyneo-
HOW MpakTUKK, HEOBXOAMMO ONpeaenuTb Me-
CTO BMONOMNYECKOrO PENpPOAYKTUBHOMO MaTe-
pu1asa B cucTeme 06bEKTOB rPax AaHCKMX Npas,
NOCKO/bKY MMEHHO OT KBaAUBUKaLMM 32BUCUT
NPVYMEHNMOCTb HOPM O HaC/Nel0BaHMK, Pacno-
PSKEHWM 11 JOTOBOPHBIX OTHOLLIEHUSIX.

B poccuiickon gokTpuHe chopMmMpoBanmnch
TPU OCHOBHbIX MOAXOAA K ONpeAeneHnto npa-
BOBOW MpWpOAbl 3MOPKOHa in Vitro: ero pac-
CMOTpeHMe B KayecTBe Cy6bekTa npasa, 06b-
eKTa rpax/aHckux npas, 0cob0oro NpaBoBoro
aBneHus (sui generis). MNpumeHUTENBHO K MO-
CMepTHOMY WCMONb30BaHND GromaTteprana
KaXKAblA 13 3TUX NOAXO/0B MMEET Pa3inyHble
NpaBoBble MOCAEACTBHUS.

KoHuenyug smbpuoHa Kax cybvekma npaea.
CTOPOHHMKM 3TOTO MOAXOAA paccmaTpuBa-
0T 3MOPUOH KakK YefnoBeyeckoe CyLIecTBo,
obnafatollee NpaBom Ha XMU3Hb C MOMEHTA
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3avatns. E.A. Tankpartosa un E.B. [lepeBozun-
KOBa MpejanaralT paccmaTpuBatb 3MEPUOH
KakK «4enoBeveckoe CyllecTBo, obnaaatollee
abCOMOTHON LEHHOCTHIO 1 NMPaBOM Ha XMW3Hb
C MoMmeHTa 3ayatus» ([lepeBo3umkosa, [laH-
KpaToBa, 2006, ¢. 22). 3Ta KOHUENUMs NpoTn-
BOpeYMT Yactu 2 ctatbm 17 KoHctutyuun PO,
COMMacHO  KOTOPOW  OCHOBHble — Mpasa
1 CBODBOAbI YenoBeka MpuHaANexaT KaXao-
MY OT POXAEHNS, 1 NyHKTY 2 cTaTbh 17 K PO,
CBA3bIBAIOWEMY BO3HWKHOBEHME MpPaBOCMO-
COBHOCTW C MOMEHTOM poxaeHus. HekoTo-
pble yueHble, pa3mMbllANg Ha TeMy NpaBOBOrO
cTatyca >MbpuoHa, 06pallaloT BHUMaHWE
Ha BOMpOCHI MpeHaTasbHOW AMATHOCTUKM
1 YyTUAN3ALLMN SMBPUOHOB KaK Ha Cepbe3HYIo
3TnYeckyto npobaemy (MHatuk, Hatuk, 2012).

[IpUMEHUTENBHO K MOCMEPTHOMY WCMONb-
30BaHMIO MpU3HaHME 3MOPUOHA CyOHEKTOM
npaBa MoBaekao 6bl HefonyCTUMOCTb €ero
YTUAM3ALMM 1 0693aHHOCTb COXPaHEHNA. ITO
He BOCMPUHATO [AENCTBYIOWMM 3aKOHOAA-
TENbCTBOM 1 CMOCOBHO MOPOAWTL Npobaemy
N3VILIHEro matepuana Ha XpaHeHun ¢ du-
HaHCOBbIMW MOCAEACTBUSIMM AN YYACTHUKOB
npotecca.

KoHuenyug 3mbpuoHa Kak 00vekma epax-
daHckux npas. CTOPOHHWMKM 3TOr0 MOAX0Aa
npu3HaOT BromaTepuan 06bLEKTOM MMyLLe-
CTBEHHbIX MpaB, NMOANAAAOLLMM NOA PeXUM
npasa COBCTBEHHOCTU, HO C CYLLECTBEHHbIMY
N3bATUAMM, 0BYCOBAEHHbBIMI €r0 MPUPOAONA.
0., IpyknHuHa KBaaupuumpyeT sM6pUoH
in vitro Kak «MHAWBUAYaNbHO-ONpeaeneH-
HYI0, ABWMXUMYIO, Hefennmyto, notpebase-
MYI0 Bellb, NMPaBO COOBCTBEHHOCTM Ha KOTO-
pyl0 NpUHAANEXUT auuam, obpaTuBLIMMCS
32 MeAMLMHCKOM nomoubioy  (ApyXnHuHA,
2017, c. 135). [.C. BacvnbeB NpmxoanT K BblBO-
Ny, UTO NpaBa Ha Gromatepuan «MoryT ObiTb
0ObSICHEHbl TONBKO B C/ydyae, eciu Tako-
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BOM MPU3HAETCA MMYLLECTBOM M 06bEKTOM
npasa cobcTBeHHocTV»  (Bacunbes, 2018,
€. 308). K aHanormyHomn nosnLmnm CKAoOHATCS
3.A. AxmeTbsiHoBa, IX. lapaesa, O.H. Huza-
muesa 1 EI. OnbIXTUHA, 0OTMeYasq, uTo aM6pK-
OH in vitro npeanouyTUTeNbHEE «pacCMaTpU-
BaTb B KauecTBe 06bekTa MPaBOOTHOLLEHW,
C BO3MOXHOCTbIO pacnpoCTpaHEHUs Ha Hero
pexuma npaBa COBCTBEHHOCTM, MO3BOASIO-
Wero COBCTBEHHMKY CaMOCTOATENbHO BAa-
NleTb, NONb30BATLCA U PaACMoOpsAXKaTLCS CBOMM
6VIOMaTepI/Ia}'IOM>> (AxmeTbsHoOBa v ap., 2022,
€. 89-90).

KoHuenuua — 0co6ozo0  npasoeozo  G6AeHUs
(sui generis). CTOPOHHMKW TPeTbero noaxoaa
noaaratoT, UTo SMOPUOH He 9BNAETCS HU Cybb-
eKTOM MpaBa, HY 06blUHbIM 06BHEKTOM MpaBo-
OTHOLLEHNS, a NMpeACTaBAgeT cOBOW YHUKAb-
HYt0 NpaBoOBYl KOHCTpykumuio. [.A. benosa
dopmynmpyeT 3TOT MOAXOA Pa3BEPHYTO: «IM-
OPUOH He MOXET BbiTb OTHECEH K KaTeropum
Belllen, a Takxe K 6osee WWPOKOA KaTeropum
MMYyLLECTBA BBUAY OTCYTCTBMSI CTOMMOCTHOTO
3KBMBANEHTA 1 HEOMYCTUMOCTM MOMbITOK €r0
onpeneneHus» (benosa, 2019, c. 124); Hanbo-
nee ONTUMaNbHbIM MCCef0BaTeNbHMLA CYUM-
TaeT paccMoTpeHne 3MBpuoHa «B KadyecTse
0c0b0ro MpaBoBOro ABaeHus (sui generis)»
C OMOPOW Ha MPUHLUMMbI YBAXKEHNS U COXpa-
HeHus yenoseueckon XM3HU. CxoAHyt Mo-
3numio 3anmmatot J1.B. Lapesa n B.B. LUnnko,
KOTOpble OTMEYaloT, UYTO «3IMBPUOH in Vitro
ABNAETCA 06BLEKTOM SUi generis, YHUKaNbHbIM
B CBOEM pO/jie, MOCKONbKY 0612 4aeT NMOTeHLM-
anom yenoseyeckon xun3Hu» (Llapesa, Wnna-
Ko, 2020, c. 354).

Poccuicknin 3akoHopatenb, Aonyckas LWu-
pokoe npumeHeHune BPT, He cdopmynmposan
elMHoe onpefeneHne MnpaBoBOro pexvma
6MONOrMUYECKOro PenpoayKTUBHOMO MaTepua-
na. HelHe aencTBytouMe HoOpMbl paccpenoTo-
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YeHbl MO HEeCKOMbKMM HOPMaTMBHBIM akTam
1 OTpakatoT pa3InyHble KOHUEMNUWN.

CraTbs 2 PenepanbHoro 3akoHa oT 20.05.
2002 No 54-®3 «O BpemeHHOM 3anpeTe
Ha K/NOHWpOBaHWE 4YenoBeka»® onpeaenser
3MBPUOH Kak «3apOo/bllll Ye0BeKa Ha CTaAnm
pa3BUTUS A0 BOCbMW Heaenb». CTatbd 2 3a-
KoHa Poccumiickonn ®epepauunm ot 22121992
N° 4180-1 «O TpaHcnaaHTaL M opraHoB 1 (Maw)
TKaHeln uenoBeka»* OTHOCUT SMOBPUOHBI K Op-
raHam, Ux 4acTaMm Uav TKaHAM, MMeoWMM OT-
HOWeHWe K Mnpoleccy BOCNPOM3BOACTBA
yenoeka (penpofdyKTUBHbIM TKaHIM — Ha-
paBHe C rameTamu, SUYHUKAMK U auUKamu).
3Ta Xe Hopma MpsMo MCK/YaeT penpo-
NYKTUBHblE TKAHW M3-M0oJ AeVCTBMS 3aKoHa
0 TpaHCcnAaHTaumu.

YacTb 1 cTaTbm 55 3akoHa No 323-D3 onpe-
nenget BPT kak meToabl neyeHns 6ecnnoams,
Npy NPUMEHEHMM KOTOPbIX OTAENbHbIE UK BCE
3Tanbl 3a4aTug ¥ paHHero pasBuTMa 3M6pU-
OHOB OCYLWECTBAAOTCS BHE MaTEpPUHCKOro
opraHuama (B TOM ymcie C UCMoNb30BaHMEM
NIOHOPCKMX W (MAK) KPUMOKOHCEPBMPOBAHHbIX
MONOBbLIX K/JETOK, TKaHel penpoayKTUBHbIX
OpraHoB 1 3MBPU1OHOB), a TaKXKe CypporaTHoe
MaTEpPUHCTBO.

YacTb 5 yKasaHHOW cTaTbW 3akpennset
npaBo rpaxjaH Ha KPWOKOHCEpBaLMO MO-
NIOBbIX KNETOK, TKaHeih penpoayKTWBHbIX Op-
raHoOB M SMOPUOHOB 32 CUET JIUUHBIX U UHbBIX
CPeACTB, MNpeayCMOTPEHHbIX 3akoHoAaTeNb-
CTBOM. YacTb 6 TOW Xe cTaTbW ycTaHaBAMBa-
€T 3amnpeT Ha WCMonb3oBaHWe 3MOBPUOHOB
BHE J1IeUebHbIX Liefel: «MonoBble KAETKMU,
TKaHW PenpoayKTUBHbIX OPraHoB M 3MbpuUo-

in Assisted Reproductive Technology Programs

Hbl YeNoBEKA He MOTYT OblTb UCMOIb30BaHbI
LN NPOMbIWNEHHbBIX Lienen». [Tpy aTom 3anpeT
Ha npoaaxy 6MOoNorMyeckoro penpomayKT1B-
HOro matepvana GOpMajbHO He 3aKpernieH.
CylecTBytoliMe HOPMbl HE pacnpoCTpaHatoT
CBOE [Ee/CTBME Ha penpOAyKTUBHbLIE OpraHbl
M TKaHW (cTaTbs 1 3akoHa No 4180-1 3anpe-
WaeT Kyna-npoaaxy OpraHoB M TKaHen
yenoseka; CTaThbs 15 TOro ke 3akoHa 3anpe-
waet MeANUMHCKMM OpraHm3aumsm oCyLLecT-
BASTb MPOAAXY OPraHoB W TKAHEW; CTaTbs
1271 YronoBHoro koaekca P® npeaycmaTpu-
BAeT OTBETCTBEHHOCTb 3a TOProOB/KO IH0AbMU
B LLeNAX M3bATUS OpraHoB 1 TkaHel). CtaTbs 55
3akoHa N° 323 He ycTaHaB/VBaeT aHanornu-
HOrO MpsSMOro 3anpeTa, Kak u cneyuann-
3npoBaHHbIA [lopsaok BPT. [lpu s1OomM cTa-
Tbs 18 [lopsgaka BPT 3akpennger BapuaHThl
BO3MOXHbIX AENCTBUIA C  HEWCNONb30BaH-
HbIMW MONOBbIMU KAETKAMU W IMBPUOHAMM:
[IOHOPCTBO, KPWOKOHCEPBALMS, YTUAM3ALMS
nyTem  3aK/MOYeHUs  TPaAaHCKO-MNpaBo-
BbIX A40roBopoB. [JOMOAHWTENbHO MYHKT 64
[Mopsaka BPT ycrtaHaBnvBaeT, uTo C Ue/bO
JOHOPCTBA MOTYT OblTb MCMOAb30BaHbl M-
GpPMOHbI, OCTaBLIMECA MOCAe MNpoBeaeHMs
nporpamm BPT naumneHTam npu ycnosum mx
06010HOTO MUCbMEHHOTO COracus — TO ecTb
Ha OCHOBE MEePCOHANILHOTO BONEN3bIBNEHMS,
HO He Kommepueckon caenku. [ns noHop-
CTBa >Xe rameT YCTAaHOBJIEHbl YeTKne KpuTe-
pUM Kak ANg cammx AOHOPOB (BO3pacT, pe-
3yNAbTaThl  MeAMUMHCKOro  obcnenoBaHms),
Tak U ANg peumnueHToB (OkazaHue meaun-
LUMHCKOM nomolm metogamu BPT ¢ mcnonb-
30BaHMEM  [JOHOPCKMX TameT  BO3MOXHO

® edepanpHpili 3akoH om 20.05.2002 N° 54-P3 «O gpeMeHHOM 3anpenie HA KAOHUPOBAHUE UYeA0BEKa»
(C U3MeHeHUIMU U A0NOAHEHUAMY). PeXKMM A0CTyNa: https://base garant ru/184467/

* 3akoH PD om 22.12.1992 Ne 4180-1 «O mpaHcnaaHmayuu opzaHos u (UAU) mkareli Yeaogeka» (¢ U3MeHeHUIMU
U 00NoAHeHUaMY). Pexxnm gocTyna: https://base garant ru/136366/
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UCK/TIOUUTENILHO MPU HANNYMN MEANLMHCKMX
NOKa3aHWiA, 3aKPbITbIN NepeyeHb KOTOPbIX 3a-
dukcmposaH Mopsakom BPT).

[na ueneil HaCTOALLErO WCCNEN0BAHMS
NPUHLUNANMANBHO  CEAYIOLLee: HEe3aBUCMMO
OT U36paHHON KOHLEMNLMM, POCCUIACKNE Cyabl
W NOKTPUHA eAMHOLYLWHbI B TOM, YTO B1oNo-
FMYECKWUIA PenpoayKTUBHbBIA MaTepuan U3bsT
13 cBOBOAHOIO rpaxaaHckoro obopoTa u pe-
XUM HAC/Ie0BaHNS B TaKWX Cropax He npu-
MEeHMM (3T0 ByaeT NoKasaHo Ha KOHKPETHbIX
npumepax Huxe). Takum obpasom, Gromare-
puan npeacTaBageT cobon o6bekT 0coboro
NPaBoBOro Pexuma, B OTHOWEHWUN KOTOPOro
KACCMUECKMe MpaBoOMOUMs  COBCTBEHHMKA
CYLLECTBEHHO OrPaHMNYUEHbI.

Bbi6Op KOHLEMNUUM W3  PaACCMOTPEHHbBIX
HaMV UMEET NpaMble MpakTUYeckue nocnem-
CTBUA UMEHHO 19 MOCMEPTHOTO UCMO/b30Ba-
HMg BromaTepuana. ECim nprsHaT SMOPUOH
cybbekToM npasa (nepsas KoHLENLUMsa), To ero
YTUAM3AUMS NOCAe CMEPTU POAWTENel oKa-
3a7acb Obl HEJOMYCTUMON, a MeANUMHCKas
opraHusauus 6bina 6bl 0bg3aHa obecneunThb
€ro COXpaHeHue 1, BO3MOXHO, NepeHoc — Bbl-
BO/, KOTOPbI POCCHIACKAs NPaKTUKA NPenmy-
WeCcTBeHHO oTBepraer. Ecam paccmatpusarh
6romaTtepuan kak 06bekT rpaxaaHcKmnx npas
(BTOpas KOHUEMUWS), NOTUYHBIM CTAHOBUT-
csl JONyLeHne ero HaciefoBaHna n 0bopo-
Ta, OAHAKO M 3Ta KOHLEMNLMS B YNCTOM BUALE
He peanusyercs: Cydbl, NpuU3HaBas «Bell-
HYIO» MPUPOAY 3MOpPUOHA, TeM He MeHee
MCKI0YAKT €ro U3 HacAeCTBEHHOM MaccChbl.
KoHuenums sui generis (TpeTbs KOHUEMLMS)
Hanbosee TOYHO OnuchIBaeT GaKTUUYECKOe Mo-

NIOXeHWe fieN, HO, He Byayun 3aKpeneHHom
3aKOHOAATE/IbHO, HE 1AET Cy/aM NO3UTUBHOTO
WHCTPYMEHTa A1 pa3pelleHns cnopos. B pe-
3y/bTaTe VMEHHO OTCYTCTBME HOPMATUBHOTO
BbI6OpA MeX [y KOHLEMNUMAMM, A HE UX Teope-
TYeCcKkaa HeCOBMECTUMOCTb, SBASETCA NCTOY-
HUKOM MPaBOBOVI HEOMPELENEHHOCTM.

CpaBHUTENIbHO-NPABOBOI KOHTEKCT
NOCMepPTHOMN penpoayKLUm

3apy6exHble NpaBornopsaku BbipaboTanu
pasHoobpasHble MoAenn peryampoBaHus no-
CMEpPTHOro  MCMo/b30BaHUS  bromaTepuana
(Wallach, Robertson, 1995; Kocewko, [Jemku-
Ha, 2017, Krefs, 2023; Schenker v ap., 2023),
POCCUIACKOMY 3aKOHOAATENO LienecoobpasHo
y4yecTb 3T0T onbiT. B CoeanHeHHom Kopones-
cTBe 3aKoH 06 OM/NOAOTBOPEHMU uenoBeka
n ambpuonorum (Human Fertilisation and
Embryology Act (HFEA) 1990 r. B peaakuum
2008 1) no obliemy npasuay AOMYyCKaeT Mo-
CMepTHOE  MCMOo/b30BaHNWe — Guomatepuana
TOABKO MPU  HAAMYMW  MUCbMEHHOTO COrna-
CMS yMepLUEero: COrmacHo MyHKTY 1 npunoxe-
HNA 3 1 NYHKTY «C» YacTu 1 cTatb 12 AAHHOTO
3akoHa, rameTbl U 3MOPUOHBI HE MOTYyT Xpa-
HUTBCS WAM MCMONMb30BATbCS 6€3 MHGOpMU-
POB2HHOTO MUCbMEHHOTO COMNacKs AnLa, NoA-
MUCAHHOIO UM, B TOM YMCIE NMPUMEHUTENbHO
K 71060My MOCMEPTHOMY WCMO/b30BaHMIO;
npw 3TOM opraH perynmposanus (HFEA) obe-
CMeYnBaET CTPOTNIA yUYeT Taknx COrnacuin®.

BmecTe ¢ Tem 3TO TpeboBaHue He sBAI-
eTcst abCoMOTHBIM: B Aenax MoCnefHux neT
(Jennings v. HFEA, 2022 EF v. HFEA, 20247)
cydbl, onupasch Ha 3akoH CoeAnHeHHO-

° Human Fertilisation and Embryology Act 1990. Available at: https://www.legislation.gov.uk/ukpga/1990/37/contents
¢ Jennings v HFEA judgment. (2022). EWHC 1619 (Fam). Pexxum aoctyna: https://www judiciary.uk/wp-content/
uploads/2022/06/Jennings-v-HFEA-judgment-220622.pdf

" EF v Human Fertilisation and Embryology Authority. (2024). EWHC 3004 (Fam). Available at: https://www judiciary.
uk/wp-content/uploads/2024/11/EF-v-Human-Fertilisation-and-Embryology-Authority.pdf
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ro KoponesctBa 0 npapax uyenoseka 1998 r.,
NpU3HaNM  AOMNYCTUMbIM  MOCMEPTHOE UG-
no/sb3oBaHne 3MBPUOHOB W MPU OTCYTCTBUMU
HaAnexXallero NMCbMEeHHOro Ccoracus ymep-
lwero, Koraa emy dakTuieckn He 6bina npeao-
CTaBneHa BO3MOXHOCTb ero oGopmMuTh. ITa
3BO/IOLMS MOKasaTeNbHa: Aaxe nocnegoBa-
TENbHO  «COMMACUTENbHbIA»  NPaBOMOPSAAOK
NoA AaBNEHNEM KOHKPETHbIX XM3HEHHbIX C-
Tyauuin BbIHYXAEH A0MNycKaTb OTCTYNAeHWs
0T HOpManbHOrO TpeboBaHNS MUCbMEHHOIO
COrnacus, PeKoHCTPYWpys AENCTBUTENbHYIO
BO/MIIO yMepLlero, 4To MOATBEPXAAET Te3nc
HaCTOAWLEero UCCNe0BaHUs O LEeHTPanbHOW
PO MPWXMU3HEHHOrO  BOMEU3BABNEHMS.
Leno «3saHc npotne CoeamnHeHHoro Kopo-
NIEeBCTBA»,  PacCMOTpeHHoe  EBponencknm
CyAOM Mo npaBam yenoeeka B 2007 T, Noa-
TBEPAWO, YTO NMPABO Ha yBaXKeHue YacTHOM
KM3HUW BK/IHOUAET «MPaBO Ha yBaXeHue pelle-
HMS KaK CTAHOBMTbCS, Tak M He CTaHOBUTbLCA
poamuTeNEeM» 1 YTO NPU KOHGANKTE MHTEPECOB
CTOPOH TOCYAapCTBO BMpaBe OTAaTb Mpuopu-
TeT 3aWMTe NpaBa He CTAHOBUTLCSA pOANTENEM
NpoTWB cBOEl BONNE,

OnbiT  CoeanHeHHbix LLTatoB Amepukn
JNEMOHCTPUPYET A0roBOpHYyo moaens (Frith,
Blyth, 2014). B oTcyTcTBUME eanHoro deje-
pasbHOrO  perynnupoBaHus cyasba 6Guoma-
Tepuana onpejaensercs NpevmyLecTBEHHO
YCNOBUSAMM [1OTOBOPA C KAUHWKOW. B Hem,
Kak npaBWao, ecTb CheunanbHbll passen
pacnopsanTenbHbIX WHCTPYKUMWIA Ha Caydai
CMepTK, pa3Boga WM yTpaThl AeecrnocobHo-

in Assisted Reproductive Technology Programs

ctn. Cyabl Npu paspeleHnn Cnopos oTaarT
npuopuTeT paHee BbipaXKeHHOW B AOroBope
BO/IE CTOPOH, a MpuW ee OTCYTCTBUW Npunbera-
0T K B3BEWVBAHWIO UHTEPECOB. DTa MOAENb
NOATBEPXKAAET YHUBEPCANbHOCTb  K/KOYEBO-
ro npuHuUMna: onpeaensownm GakTopom
npu paspelieHnn CrnopoB O MNOCMEPTHOM
CNOMb30BaHUM BriomaTeprana BO BCEX pas-
BUTbIX MpaBOMoOpaAKax BbiCTynaeT 3abnaro-
BPEMEHHO ¥ ONpeAeNeHHO BblpaXkeHHas BONs
AnLa, KoTopomy 6ruomatepuan npuHaanexmT.
Poccuiickas npakTuka, kak 6yaeT mokasaHo
flanee, IBMXETCS B TOM e HanpaBneHun, of-
HaKko B OTCYTCTBME CMelMasbHOro 3akoHoaa-
TEbHOMO MHCTUTYTA BbIHYXAEHA BbIBOAUTH
3Ty BOMO M3 06WMx Hopm 06 WUAC, uto 1 no-
pOXJAeT NPOTUBOPEUNBOCTb peLEHMIA.
MpvHUMNMANBHO MHYI0 MOoAenb NMpeacTaB-
nseT uspannbckuii noaxon (Wallach, Robert-
son, 1995; Schenker, 2005; Schenker, 2008;
Farid, Tasnim, 2023), KOTOpbIit HE 3aKpeneH
B CreumanbHOM 3aKOoHe, a CAOXMACH Ha OC-
HOBE pYKOBOAALLMX yKa3aHWUiA [eHepanbHOro
npokypopa 2003 . 1 cynebHoi npakTuku’.
3Ta Mojenb AOMycKaeT NoCMepTHOe M13baTHe
I UCMOAb30BaHMeE BromaTepuana ymepliero
faxe Npu OTCYTCTBMM MPSAMOro MPUXKM3HEH-
HOro MWCbMEHHOro cornacus — Mo 3anpocy
6/M3KNX POACTBEHHUKOB M TOAbKO C mocje-
LytoLLero paspelleHns cyaa, KoTopblii pekoH-
CTpyMpyeT npeanonaraemyto BoAO ymepLiero
Ha OCHOBaHWW ero NpeALecTByOLLEro NoBe-
JEeHNA N 0BCTOATENBCTB XM3HWU. Tem cambiM
M3PanNbCKUA  MpPaBOMOPSAOK, B OTAMuMe

&Cm. [leno «3satc (Evans) npomug CoeduHerHozo Kopoaescmsax. (2007). (Kanoba N 6339/05). Pexxum n0CTy-
na: https://feuropean-court-help.ru/wp-content/uploads/2019/01/3BaHc-Evans-npotus-CoeavHenHoro-Kopones-

ctea.pdf

? InpektnBa leHepanbHoro npokypopa M3paung Ne 1.2202 ot 2710.2003 «/13bgTre cnepmbl nocie
CMEPTV ¥ ee UCMONb30BaHWE» (HOCUT XapakTep PYKOBOAALWLMX YKA3aHUN W HEe SBNSETCS NepBUYHbIM
3aKoHoAaTeNbHbIM akToMm). ToapobHee 06 M3pannbCkoi Modenn cynebHON PeKoHCTPYKLMK BOM

cm.: TpomoBa, Abakymos, 2025.
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I'IpaBosble ACNeKTbl NOCMEPTHOIO UCNO/Ib30BaAHUSA PENPOAYKTUBHOIO MaTepuana
B rporpamme BCnomorate/ibHbIX pEFIpO,ELyKTVIBHbIXTEXHOﬂOFMﬁ

OT OPUTAHCKOTO, MEPEHOCUT LEHTP Tsxe-
CTV C GOPMA/IbHOTO MUCbMEHHOIO COornacus
Ha CyaebHYl0 PEeKOHCTPYKUMWIO AeiCTBUTENb-
HoW BoK. Mpu Bcex pasanumgx bputaHckas
M M3panabCKas MOAENN CXOAATCS B [IaBHOM:
IOPUANYECKM 3HAUMMBIM  SBNSETCS MPUXKMN3-
HeHHOe BoNen3bsaBaeHWE Nnua (BblpaxkeHHoe
NpaMo B0 PEKOHCTPYMPYEMOE), a He aBTo-
MaTUYeCKMIn Nepexo npaB K NepexxuBLInM.
VIMEHHO 3TOT NpUHUMN — NpUAAHNE NPUXKIN3-
HEHHOW BO/E IOPUANYECKOW CUJTbI, MePexXnBa-
loLLLelt cMepTb ee cybbekTa, — NpeACcTaBaseTCs
Ham Hambonee MPUTOAHLIM AN9 peLenuum
B POCCUIACKOE NpaBo, MOCKO/IbKY Tak obecne-
uMBaeTcs banaHc MexXay aBTOHOMMWEN BOAW
YMEepLIero 1 npaBoBOW OMpeAeNeHHOCTbO
L9 NepexXnBLIero naptTHepa, Cembn 1 Meaun-
LUMHCKOWM OpraHm3aumm.

CuctemaTtusaums cygebHoi
NMpaKTUKK Mo crnopam o0 NoCMepTHOM
ucnosib3oBaHMM 6uomaTepuana

Ha ocHoBe 13yueHHo cyaebHom NpakTuKm
20182026 rT. cnopbl 0 NMOCMEPTHOM WUCMOSb-
30BaHMU BMONOTMYECKOTO PENPOAYKTUBHOMO
maTepuana MOXHO pasfennTb Ha [ABa Tuna,
PA3NYAIOLLMXCA MO GUrype 3asaBUTENST U Xa-
pakTepy npaBonpuTasaHng (Tabn.).

Tun |. CMepTb OAHOTO M3 YYaCTHUKOB MpO-
rpammbl BPT npu Hannumnm kprokoHcepBupo-
BaHHOrO GMONOTMUECKOTO MaTepuana u Tpe-
6oBaHWe nepexusluero naptHepa (cynpyra)
0 paspeLleHnn KpronepeHoca nanm o 3akiko-
YeHMM HOBOTO A0roBopa XpaHeHus. [aHHbii
TAN SBAAETCA Hambonee MHOTOUUCAEHHBIM
1 AEMOHCTPUPYeT HambOoNblylo BapuaTme-
HOCTb MPaBONPUMEHEHWS; UMEHHO B HEM CO-
CPeloTOUEHO K/IKUEBOE PACXOXAEHWE Cyae6-
HOW MPaKTUKW.

Tun Il. CmepTb yyacTHUKa nporpammsl BPT
(B TOM ymcne B CBA3M C OHKONOTMMYECKUM 3a-
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6onesaHmem) 1 TpeboBaHue TpeTbero amua —
POANTENEN, VHbIX POACTBEHHWKOB — O MpaBe
pacropsxkeHns 61ON0rMYECKUM  PENpPOAYK-
TUBHLIM MaTepuanom, B TOM uucie Tpebo-
BaHME O ero BK/IOYEHUW B HACNEACTBEHHYIO
maccy. B nogasngiowem 6oNbLWHCTBE ClyYa-
€B Cy/ibl OTKa3bIBAIOT.

Cucrtematmsaumns cynebHon npakTuku no-
3BO/IAET BbIAEUTL TPY YPOBHA aHanM3a: Tou-
KW KOHCEHCYCa, B KOTOPbIX CyAbl AEACTBYIOT
eANHO06PA3HO; TOUKM PACXOXAEHNS, B KOTO-
PbIX MPU CXO4HbIX 0BCTOATENLCTBAX BbIHOCAT-
CS NPOTUBOMONOXHbIE PELIEHNS; CKBO3HbIE
BbIBO/bI O COCTOSHWM NPABONPUMEHEHUS.

Touku KOHceHcyca

HecmoTps Ha LOKTPUHAbHbIE pa3Horiacus
0 MpaBoBO Npupoae bromatepuana, B npa-
BOMPUMEHWUTENLHOM MpaKkThke obHapyxmBa-
t0TCS YCTOMUMBBIE TOUKM KOHCEHCYCa.

Henpumerumocmb  HacaedcmeeHHo20  pexxuma.
Cyabl nocnefoBaTeNlbHO OTKa3blBatOTCS BKHO-
uaTb KPUOKOHCEPBMPOBAHHbI  BromaTepw-
an ¥ 3MBPUOHBI B HACNEACTBEHHYIO Maccy
(aena Ne 12, 13, 14). PenpoaykT1uBHoe npaso
KBaMMOULMPYETCS  KaK JINYHOE Heumylle-
CTBEHHOE 1 B CWNy ab3aua TpPeTbero CTaTby
1112 TK P® He BXOAMUT B COCTaB HacneaCTBa.
[lokazaTenbHa aprymeHtaums anennsgumox-
HOW MHCTaHLMWM B Aiene No 13: faxke npu3HaBas
32 3MOPUOHOM  «MIpPU3HAKM  WHAMBUAYA b
HO-ONpeaeNeHHON, ABUXMMOW, HeLeNMMON
M NoTpebngaemMoi Belln», CyA  3aK/ouaeT,
UTO SMOPUOH HE BXOAMT B COCTAB HACNeACTBa,
MOCKONMbKY — €AMHCTBEHHbIMW  BapmaHTamu
pacnopskeHns UM  OCTalTCS  WUCMOMb30Ba-
HUe Ans ceba wan 0TKas oT npas (nepegaya
TPETbUM NMLAM MO0 YHUUTOXEHME). Taknum
06pa3omM, HenpuMEHWMOCTb Haciea0BaHNs
COXPAHSETCS ¥ MPU «BELLHOM» KBAANUKALLMN
SMBPUOHA: MPUUMHOW CAYXUT He npupoaa
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Tabauya. Cucmemamu3auug cydebHol NPaKmMUKU nO CNOPam 0 NOCMEPMHOM UCNOAL30BAHUY BUOAO2UYe-
CK020 penpodykmueHozo Mamepuaia (2018—2026 22.)
Table. Systematization of judicial practice in disputes concerning the posthumous use of human
reproductive biological material (2018—2026)

BoneusbasneHue
Ne | Cya/pekBu3nTbl ®dabyna WUcxoa v nosuuns cyaa
B WAC/poroeope
Tun I. Cmepmb 00H020 U3 yuacmHukos BPT—mpe6osaHue nepexuauiezo napmtepa
1 | AnennsgumnoHHoe | CmepTb MyXa; Cynpyru noanucann WAC | Uck yaoenetsopeH. Cyabba
onpeaeneHue XeHa TpebyeT no popme MuH3apasa 3MBpPHOHOB TpebyeT fonon-
BepxosHoro Cyna | oT knuHukm npo- | Ha BPT 1 kprokoHcep- HWTENbHOTO BONEN3bABNEHNS;
Pecnybnunkm BECTM NEPEHOC | BALLMIO; MYX NMPU XKM3HK OTCYTCTBME 3aKOHOAATEIbHOTO
TatapcraH ot KPUOKOHCep- otaensHo noanucan NAC | cpoka xpaHeHus Aenaet cuty-
05.05.2025 BVPOBAHHOIO Ha ncnonb3oBaHue cnep- | auuio TYNUKOBOM, NOCKONbKY
N° 33-6745/2025 | ambpuoHa Mbl CyNpyroi B Cyyae ero | yMepLinii He MOXeT AaTb HO-
(nanee— OTCYTCTBUS BOE Coracue; oNTUManbHbIM
KpuonepeHoc) ABNSIETCS NEPEXO/, BCeX Npas

K nepexuBsLIemMy poauTento.
YuTeHbl NpUXM3HEHHOE
cornacue v HeBO3MOXHOCTb
NoAYy4YNTb €ro NOBTOPHO

CKOTO parioHHOro
cypar. KpacHona-
pa 0T 30.09.2025
N° 2-5720/2025

XeHa TpebyeT
npu3HaHus
npasa Ha
“cnonb3oBaHue
6ruomaTteprana
metogamun BPT

2 | PeweHne Benb- CmepTb My>Ka; B cnyyae cmeptv cynpyra | ck ynoBnetBopeH. Bonenss-
CKOro paioHHOro | XeHa TpebyeTt cynbba onpepensercs asneHune B IAC —HeoTuyxaa-
cyna ApxaHrenb- | kpuonepeHoc Cynpyrom emoe NpaBo nauneHTa; no-
cKoi obnacty CKO/bKY NaUMeHT Aan Npsmoe
0T15.04.2025 yKasaHue o pacnopsxeHnm
N° 2-269/2025 3MBpPMOHaMI Cynpyroii nocie

€ro CMepTu, KANHWKa 0693aHa
NpoU3BeCTU KpuonepeHoc
3 | Pewenue fleHnH- | CmepTb My>ka; B cnyyae cmeptvi nam McKk ynoBneTBopeH.

yTpaThl 1€€CNOCO6HOCTH

cyabba cnepmbl

1 3MOPUOHOB onpeaena-
eTCs Cynpyrom; cormacue

Ha BPT naHo B KnnHuKe 1,
neyeHune naaHunpyeTcs

B KNNHMUKe 2 (OTBETUMK)

BpemeHHble pamKki XxpaHeHUs
3aKoHOAaTeIbHO He onpesene-
Hbl; BOMPOCHI UCMONb30BAHMS
3MBOPUOHOB NpY pasBose Um
CMepTH He yperynnpoBaHbl;
dakTa noanucaHunsg NAC

0 pacnopsxeHun nocne cMep-
TV LOCTATOYHO AN YA0BNETBO-
peHus TpeboBaHm
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BoneusbsBneHue
Ne | Cya/pekBu3uTbl ®dabyna Wcxoa v nosuums cypa
B WAC/noroeope
4 | Pewenne CmepTb Myxa; CopepxaHne MAC WckynoBneTBopeH.
XenesHoropcko- | >keHa Tpebyet Hewn3BecTHO; B foroBope | Cyp He nccnefoBan coaepxa-
o ropoA,CKOro NOHYAWTb KNN- | XPaHeHWS YKa3aHO: «B Hue MAC; nonoxeHunit 40roBo-
cyna KpacHo- HUKY 3aK1oUnTh | cnyuae cmeptn MauyeHTa | pa o pacnopskeHny smopu-
SpCKOro kpas [,0roBop 2 cynbba buomateprana | OHamu v O6LLMX NONOXKEHN
0T19.02.2026 Ha neyeHue onpesensetcs MNauneH- NIC o neueHnn becnnoamns
N° 2-230/2026 metogamu BPT | Tom 1» metosamu BPT okasanock
[OCTaTOYHO 19 KOHCTaTa-
LMK BOAW Ha HaCTynaeHue
6epeMeHHOCTI U poxaeHue
pebeHka
5 | Pewenne Coset- | CmepTb MyXa; B cnyyae cmeptvogHoro | OTkas. KpnokoHcepBaumus —
CKOrO paiioHHOro | keHa Tpebyet 113 Cynpyros aMBpUOHbI MeAuLMHCKas yeyra, Tpebyio-
cynar. Poctosa- KpuonepeHoc LO/KHbBI BbITb YHUUTOXEHbI | Wias yyeTa u gorosopa, n NAC;
Ha-LloHy NOCKONbKY NaLWEHTHl ONpeje-
0T 02.10.2018 JUAN YTUAN3ALMI0 SMOPUOHOB
N° 2-2540/2018 B C/lyyae CMepTn OHOTO
113 HUX, JOTOBOP XPaHeHWs
npekpatyaetcs. Bons, 4aHHas
NPV XKU3HW, HEOTUYXXAaeMa;
3MBPUOHbI — HE UMY LLLECTBO,
NOTOMY HaclefoBaHMe 3Haye-
HWA He nmeeT
6 | Pewenne CmepTb My>a; B AC ykasaH o6uimnit Ortkas. OTcyTcTBME 06010AHO-
TaxTamykaickoro | eHa Tpebyet Cpok xpaHeHus; npuero | ro MAC Ha okasaHue HOBOA
palioHHOro cyna | kpuonepeHoc ncTedeHun 6e3 npoane- MeaULNHCKOW ycnyr —
Pecny6nmkn Aabirest | no OMC HUg —comacue CBMAETENbCTBO OTCYTCTBUS
0T 03.07.2023 Ha yTuavMsaumio OCHOBAHWIA 418 NpoBefeHNs
N© 2-1440/2023 HoBoW nporpammbl IKO
7 | PeweHne CmepTb Myxa; B cnyyae cmeptn nnm Ortkas. PenpoaykTreHoe
OANHLOBCKOMO XeHa TpebyeT yTpaThl 1€€CNOCOBHOCTM | MpaBo Ha SMBPUOH NpuHaa-
FOPOACKOro CyAa | eAMHONNYHOMO | OAHOMO U3 CynpyroB NpaBo | 1EXUT COBMECTHO NML,AM,
Mockosckoit 06- | Mpasa Ha sM6pu- | pacnopsxerus cyabboil | BbipasusLLKUM BOMO Ha BPT,
NaCTV OT 21.11.2022 | OHbI U1 3aK/H0- 3MBPUOHOB NepexoanT ¥ OCYLLECTBASETCS MO B3aUM-
N° 2-12139/2022 YEHWS HOBOTO K Apyromy cynpyry HOMY cornacuio; cornacue 06o-
norogopa VX 06513aTeNbHO; NOHYX/AeHNe
XpaHEHMS K NproBpeTeHnto PoAUTE b

CKMX Npas v 0693aHHOCTENR
HEeOoMyCTUMO
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BoneunsbsaBneHue
Ne | Cya/pekBu3nTbI ®dabyna Wcxoa v nosuums cypa
B UAC/noroeope
8 [AnennguvonHoe | CmepTb Myxa; B cnyyae cmeptogHoro | OTkas. HopmaTuBHbIE akTbl
onpegenexHue XeHa Tpebyet 3 Cynpyros Uawv ytparsl NpeAnyChIBAIOT OrpaHnYeH-
BepxosHoro Cyga | kpuonepeHoc M 1eeCnoCoBHOCTM CyAb- | Hbll NepeyeHb AeCTBIIA
Pecny6aniu 6a ambproHoB onpesens- | (AOHOPCTBO, KPUOKOHCEPBa-
TatapcraH ot eTCcs ApYrUM Cynpyrom LW, YTUAN3ALNS) Y He Npea-
15.09.2025 YCMaTPUBAtOT BO3MOXHOCTb
N© 33-10915/2025 ocyLecTBuTb nporpammy KO
6e3 BTOPOro yyacTHuKa 1nn
noc/ne ero CMepTy.
[lns NOBTOPHOM pasmMopo3Ku
v KpronepeHoca Heobxoau-
Mo nostopHoe MAC o6onx
YYaCTHWUKOB HEMOCPEACTBEHHO
nepep npouesypamu
9 | Pewenune Kupos- | Cmeptb My>ka— | 1o ucreyeHmm cpoka Orkas. Otcytcreue V/AC
CKOTO paiiOHHOTO | y4acTHMKa 6oe- | xpaHeHUs IMOPHOHOB Ha HOBYIO Nporpammy
cynar. CapatoBa | BbiX JE€NCTBUIA; | XpaHEHMe NpekpallaeTcs, |OT ABYX POAWTeNeil He No3Bo-
0T14.04.2025 XeHa TpebyeT SMOPUOHbI YTUAN3MPY- NISI€T 0Ka3biBATb MEAMOMOLLb
N° 2-1272/2025 KpuonepeHoc toTcs nepexwBlueil cynpyre; nepeas
nporpamma IKO 3aBepwmnacs
B 2020 I., NOBTOPHBbIX COMacuit
MY>K MPU XKWU3HW He AaBan
10 | AneanaunonHoe | CmepTbkeHww- | Coracue Ha xpaHeHwve McKyacTyHO yA0BNeTBOPEH:
onpenenexve Hbl; NapTHep 3MBpPUOHOB NpaBo Ha pacnopsxeHue

BepxosHoro Cyna
Pecnybankn Xaka-
€W 0T 02.10.2024
N° 33-2136/2024

(He B 6pake)
TpebyeT npasa
Ha 7 SMB6PNOHOB
W 3aK/I0UEHNS!
[0roBopa
XpaHeHns ans
CypporaTHoro
MaTeprUHCTBa

3MBOPUOHAMY NPHU3HAHO

(6€3 0693aHUA 3aKTOUNTD
[,0roBop). 3akoH N° 323-P3

n Mopsaok BPT He perynupy-
0T CMo/Ib30BaHMe IMBPUO-
HOB B C/ly4ae CMEPTH OAHOTO
113 NaLMEHTOB; COMMACHO M. 41
Mopsaaka BPT 6uomatepuan
BblAAETCS NaLVEeHTAM Ha pyKMU;
JINLLO, YbM MONOBbIE KNETKM
MCMONb30BaHbI AN NONYUYEHNS
3MOPUOHOB, BrpaBe npeTeH-
[0BaTb Ha pacnopsixeHne NMu
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OKTa6pbCKOTrO
panoHHOro cyaa

r. PoctoBa-Ha-
[loHy 0T 21.05.2024
N° 2-1685/2024

(oHKONOIMA);
matb Tpebyet
npasa

Ha cnepmy ans
nocneayioLLero
CypporaTHoro
MaTepuHCTBa

HEN3BECTHO

BoneusbsBneHue
Ne | Cya/pekBu3uTbl ®dabyna Wcxoa v nosumums cypa
B WAC/noroeope
Tun 11. Cmepmb yuacmuuka BPT—mpebosaHue mpemvezo Auya
11 | PeweHne CmepTb CbiHa CoanepxaHwue NAC UckynosnetsopeH. Crava

cnepmbl KBannduumposaHa
KaK KOHK/HOAEHTHOE ENCTBIE,
Bblipaxkatolliee BOIO NauyeHTa
Ha 1CNoNb3oBaHmne broma-
Tepuana Ans penpoayKLmum;
3 CUCTEMHOIO TO/IKOBAHMS
c1.1112 TK P® He cnenyet
3anpeta HacnefHUKy Nnpuob-
peTaTb NpaBa pacnopsaKeHus
6romatepuanom Hacneaoaa-
TeNs C y4eTom orpaHnyeHuii.
3a matepbto Kak eANHCTBEH-
HbIM HACNI€AHUKOM NPU3HAHO
npaBo pacnopsaKeHus

1 nonb3oBaHua buomatepma-
JIOM CbiHQ

12 | PeweHne CmepTb CbiHa; Mcnonb3oBaHue cnepmbl | OTKas. bruomatepuan
OKTa6pbCKOrO oTel (oTBeT- [onyckaeTcs cynpyron He NOoANEXNT BKAOUEHMIO
paioHHOro CTBEHHbIN WAV FPaXAaHCKOW XEHOW | B HACNEACTBEHHYIO Maccy;
cynar. Omcka 3a XxpaHeHue Mo ee NMCbMEHHOMY 3as1B- | HacnenoAaTeNb Aan Mcyeprbl-
0T18.12.2019 crnepmbl) Tpe- NIeHNI0; B Clyyae CMepTu BatolLMe yKazaHns o nopsake
N° 2-3490/2019 GyeT BKIOUNTL | OTel BNpaBe onpeaensTs | MCNoNb30BaHWA Griomatepma-

cnepmy B Ha- LlanbHelLee XxpaHeHne na B VAC npu xusHmn
CNeACTBEHHYO

maccy v npu-

3HaTb NpaBo

COBCTBEHHOCTY

13 | AnennsumorHoe | Cmeptb aodepn; | Comacue Ha kprokoHcep- | OTKas. IMOPUOH in vitro,
onpeneneHne martb Tpebyet BALMIO 1 XpaHeHue obnasasa npusHakamm UHAN-
BepxoBHoro Cyna | BKAOUUTH BUAyaNbHO-ONpeaeneHHoNn,
Pecny6nmkm Xaka- | SMOpUOHbI B Ha- NBUXXVMOW, HEAENNMOW
C1S 0T11.06.2024 | CNEACTBEHHYIO 1 NOTpebasgeMon BelLu, MMeeT
N° 33-1363/2024 Maccy ¥ 3aKk/o- CyLLECTBEHHYIO cneunduky:

YWTb LOTOBOP eIMHCTBEHHbIE BApUAHTbI
XpaHeHus pacnopskeHns — Ucrnosb3o-

BaHwve 419 ceba nnbo oTkas
oT npas (nepegaya TpeTbIM
ANLAM UAN YHUUTOXKEHUE) .
SMOPUOH HE BXOAMT B COCTAB
HacneacTsa
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BoneusbaenexHue
Ne | Cya/peKBu3UTbI ®dabyna Ucxoa v nosuuus cysa
B UAC/noroeope
14 [ AnenngumoHHoe | CMepTb CbiHa; Heckonbko MAC: 1-e — OTkas. 3aKoHoAaTeNbCTBOM
onpenenexHve poanTenn Tpeby- | CTPOKM O CMEPTH He 3a- He yCTaHOB/eHA BO3MOXHOCTb
KanvHuHrpaa- 0T NPW3HAHWUS | NONHEHbI; 2-e 1 3-e — Npu3HaHUs 32 poAnTENSMI

cKoro 06nacTHoro
Cyfa 0T18.11.2025

npasa pacnops-
KEeHWs cnepmon

«TUAM3aUNS B Clydae
CMepTH»

npaBa pacnopsaxeHna 6rnoma-
Tepuaaom ymepliero pebeHka;

N° 33-4745/2025

npnmMmeHeHne KpMokoHcepBa-
UMW HE O3HaYaeT pa3pelleHna
Ha ncnonbsoBaHue nocne
CMEPTU; N3bABNEHNE BOTN

Ha cnyqaﬁ CMEPTHN A0/IKHO
ObITb UETKUM 1 HE BbI3bIBATH
COMHEHWU. CnepMa yenoseka
HE MOXET CYMTATbCA «BELLLBIO»
B rpaXXAaHCKO-NpaBoBOM
MOHNUMaHNN

06beKTa, a ANYHbIA Xapaktep penpoayKT1s-
HbIX Npas.

Hedonycmumocmb npuHyxdeHus Kk podumenn-
cmay. Cy/bl € AMHOAYWIHO OTKA3bIBAKT B TPe6O-
BaHWAX, YAOBAETBOPEHME KOTOPbIX 03HAYA/I0
6bl NpUOBPETEHNE NLIOM POAUTENBCKMX MPaB
1 0693aHHOCTEN MOMUMO €70 BOAW. DTa NO3U-
UMs NpsaMo chopmynrpoBaHa B aenie Ne 7: pe-
NpoAyKTMBHOE MPaBo Ha 3MOPUOH, NpuHai-
fiexallee COBMECTHO /IMLAM, Bbipa3MBLUMM
BO/MO Ha npumeHenue BPT, ocylwiecTensercs
no B3aMMHOMY COracuto NpaBoobaaaatenei,
W NOHYXAeHUEe K NPUOBPETEHNIO POAUTENL-
CKUX NpaB HeAOMYCTAMO.

Ocobvlii xapakmep 00vekma U 02paHuteH-
Hocmb pacnopgxenug. [axe npu pasanumnax
B KBanndukaumy (selb, 06bekT 0coboro
PEXMMA) Cyabl CXOAATCS B TOM, yTO Broma-
Tepuan He gBA4eTCS O0BOblUHbIM OBBEKTOM
rpaxaaHckoro o6opoTta. I3T0 MposBafeTcs
B Npwu3HaHun nyHkTa 18 Mopaaka BPT, ycra-
HaB/MBAIOLLETO 3aKPbITHI  MepeyeHb  Aeii-
CTBMI C HEUCMONb30BAHHBIMU IMBPUOHAMY

(AOHOPCTBO, KPMOKOHCEPBALLMS, YTUAN3ALNS).
CnopHbIM  OCTaeTcs /AMWb BOMPOC O TOM,
MOXET M 3TOT nepedeHb BbiTb paclinpeH
MPUXM3HEHHbIM  BONEN3BABNEHMEM  YyacT-
HMKOB — MMEHHO OH COCTaBAseT NpeAMeT OC
HOBHOrO packona B Tune |.

Toukn pacxoxaeHus

KntoueBas Touka pacxoxaeHus B Tu-
ne | —BOMpOC 0 TOM, MOXET M MPUKUIHEHHO
BbIPDaXXEHHOE  BONEU3BABAEHUE  YYaCTHUKA
nporpammsl BPT 3ameHuTb oTaenbHOe WH-
dopmnpoBaHHoe [06POBOALHOE COrfacue
Ha KOHKPETHY0 MpoLenypy KpuonepeHoca,
€C/IN 3TOT YYACTHUK YMep A0 ee NPOBEEHNS.

Cyabl,  yaoBAeTBOpWBLUME  TpeboBaHue
nepexusliero naptHepa (aena N° 1—4), uc
XOASAT U3 TOro, YTO MPUKM3HEHHOE BONEN3b-
ABNEHME, MPSMO OXBaTblBalOLLEe CUTyaLuio
CMepTH, gBASETCH AOCTATOYHbIM MPaBOBbIM
OCHOBaHWEM ANS OAHOKPATHOMO MNOCMEpPT-
HOro MCNoMb30BaHUs GuomaTepuana. Hau-
6onee mokasatesbHa aprymeHTauus B gene
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NO 2: Ccyn KBa/MOULUMPYET BONEU3bABNEHME
B MAC Kak HeoTuyaaemMoe NpaBo NalueHTa,
peanv3oBaHHoe Mpu >ku3Hu. CxoaHas norv-
Ka BOCMPOW3BOAWTCS B Aenie No 1 (npuoputet
«ONTUMANIbHOTO nepexosa BCcex npap B OTHO-
LWEHNN SMOPUOHOB K MepexmnBLIEMY pOanTe-
Jt0» MPU HEBO3MOXHOCTX MOBTOPHOMO COrna-
cng), aene Ne 3 (to obctoatensctso, uto NAC
NOAMNMCaHO B APYroil KAWHWUKE, He MnpenaT-
CTBYET WCMOMHEHMIO BOAM YMepLUero), Aene
Ne 4 (Bo/len3bsiB/ieHVEe B JOTOBOPE XpaHeHus
NpW3HaeTCcs A0CTaTOUHbIM Aaxe 6e3 oTaens-
Horo nccnenosaHus cogepxanms NAC).

Cyabl, oTkaszaBliMe B Ucke (gena No 6—9),
HanpoTWB, WCXOAAT W3 paclMpUTeNbHO-
ro TOAKOBaHMs uacTv 1 cTatby 20 3akoHa
No 323-D3: cornacme Ha KaXaoe MeamMUMH-
CKO€e BMeLLaTeNbCTBO AOMKHO ObiTh MOAYUYEHO
HenocpeACTBEHHO Mepef] ero NnpoBeAeHneEM.
[puXM3HEHHOe cornacve ymepllero ydacT-
HMUKA NPU3HAETCs HeA0CTATOUHbIM, MOCKObKY
HE MOXET BbITb MOATBEPXKAEHO Mepej, camol
npoueaypoit nepeHoca. OCobeHHO ecTkas no-
31UMs BblpaxkeHa B aene NO 8: A1 MOBTOPHOMO
OCYLLECTBNEHNS pa3MOpPO3KK 1 KpuonepeHoca
SMBPVOHOB HEOBXOAMMO MOMYUUTH MOBTOPHOE
MHOOPMUPOBaHHOE 106POBOLHOE Cornacue
060MX y4acTHIKOB Nporpammbl IKO Henocpea-
CTBEHHO Nepef AaHHbIMU NPOoLIeAyPamMu.

MPUHUMNMANBHO BaXHO, YTO PacXxoxaeHne
He CBOAMTCS K pasnnumam B GOpMyanpoBKax
WAC. B aene Ne 8 IC coaepxuT nonoxeHne
0 TOM, UTO B C/lyyae CMepTu OHOrO 13 Cynpy-
roB CyAbba SMOPUMOHOB ONpeaendeTcsa Apyrum
cynpyrom. 37a GopMyIMpoBKa MNpaKTUUYecKy
noBTOpAeT Ty, 4TO NpuBena K YAOBNETBO-
PEeHM0 1CKa B Aene No 2 («B ciydae cmMepTu
cynpyra cyabba onpeaendetca Cynpyroi),
HO pelleHns Cya0B NPOTUBONOAOXHbLI. Cneao-
BaTe/IbHO, pa3eNNTeNbHOW IMHWEN BbICTYNa-
eT He dopmynanposka NC, a AoKTpuHanbHas
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YCTaHOBKa Cy/ia OTHOCUTENbHO POAW MPUXM3-
HeHHoro BonensbaBneHus B cucteme VAC.

BHyTpu otkasHow nuHum Twuna | npocne-
XWBAETCS efnHas nornyeckas KOHCTPYKLMS.
Cyabl, oTKazaBWmMe B UCKe, UCXOAAT U3 Tpex
B32MMOCBS3aHHbIX MOCHINIOB:

1. Mporpamma 3KO 9aBnseTcs COBMECTHOM
1 TpebyeT cornacus 060MxX YUaCTHUKOB Ha Ka-
XJ0M ee aTane (aena Ne 6, 8).

2. llocne cmepTn OAHOTO W3 YYaCTHMKOB
NOAYYNTb €ero cornacue Ha KOHKpeTHoe Bme-
WaTenbCTBO HEBO3MOXHO, @ paHee AaHHoe
cornacue OTHOCWIOCH K WMHOW npoueaype
1 UHOMY MOMeHTY (aena Ne 8, 9).

3. lNepeyeHb AeACTBMI C HEMCNONb30BaH-
HbIMW SMOPUOHAMM HOCUT 3aKpPbITbI Xapak-
Tep M He BK/OYAET MOCMEPTHbI MnepeHoc
(neno Ne 8).

COBOKYMHOCTb 3TUX MOCHINOB MPUBOANUT
K BbIBOLY O HEBO3MOXHOCTW YAOBNETBOPE-
HMS MCKA HEe3aBUCKMMO OT COAEpXaHWs npu-
XW3HEHHOrO BONEW3bABAEHMS. YI3BMMOCTb
NaHHOW KOHCTPYKUMM COCTOUT B TOM, 4TO OHa
bakTnyeckn nnwaet NpUKM3HEHHOe BONEN3b-
ABfeHNEe Kakoro-1Mbo NpaBoOBOTO 3HAUYEHUS.
[laxke npsimoe 1 HeBYCMbIC/IEHHOE YKa3aHue
ymepllero o nepejaye npag nepexmBLIeMy
Cynpyry He nopoxjaeT NocNeAcTBWIA, eciu
OHO He MOXET BbiTb MOATBEPXKAEHO NULIOM,
KOTOPOro yXe HeT B XMBbIX. TeM CamMbiM OT-
KasHaa AMHWMA 10BOAMT TpeboBaHMe O no-
BTOPHOM COMacumn [0 NOrM4eckoro npeaena,
B KOTOPOM OHO CTaHOBWTCS MPUHLUMNNANBHO
HEBbIMONHUMbBIM, @ BONS YMepLEero — topnam-
ueckn 6eCCUbHOM.

Ha ¢oHe 3Toro packona 0COGHAKOM CTO-
nT aeno Ne 10 (BepxosHbiii Cya Pecny6amkm
Xakacus): npaBo nepexuBlIero napTHepa
Ha pacnopsxeHne 3MO6pUOHAMMK MPU3HAHO
Bonpekun otcyTcTeuio B MAC npsamoro ykasa-
HMS Ha MOCMEPTHOE MCMONb30BaHNe — Ha OC
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HoBaHuK N. 41 [Nopsgaka BPT n «BelwHom» kBa-
aMduKauMm  3MBPUOHA, MOCAeA0BaTENbHO
NPOBOAMMON TeEM Xe Cyaom B gene Ne 13.
BmecTe c Tem Bblgava 6riomatepumana Ha pyKku
He rapaHTWpyeT peaibHOM BO3MOXHOCTH
€ro WCMoab30BaHMs: PUCK OTKaza KANHUKM
B OKa3aHWW MeAMUMHCKOW momouiM npu oT-
CYTCTBWM COOTBETCTBYIOLLEA HOPMbI B Cyaeb-
HOM peLleHNN OCTAETCS BbICOKUM.

B Tune Il cyobl LEMOHCTPUPYIOT MpakTuye-
CKM eAMHCTBO: TpeboBaHUS TPETLUX ML, — PO-
AnTeNnen n MHbIX POACTBEHHWMKOB YyMepLUEero
yyacTHMKa nporpammsl BPT — valle oTKNIoHS-
totcs (gena Ne 12, 13, 14). OcHoBaHMa Ana oT-
Ka3a BOCMPOW3BOAAT ABA YXKe ONUCaHHbIX Te-
3nca: HEenpMMEHWMOCTb HacNeACcTBEHHOMO
pexuma K penpofyKkT1BHbIM NpaBam v Heao-
nycTUMOCTb MCMOAb30BaHMA 6GromaTepuana
6e3 UeTKO BbIpaXXEHHOTO BONEN3bABNEHNA
ero obnagatend. B nene Ne 14 cya npsmo yka-
3a/1, UTO U3bSBAEHNE BOAM GU3NYECKOrO MnLa
Ha C/lyyaln ero cMepTtu Ans pacrnopsxeHus
6UONOrNUECKUM MaTEPUANIOM A0MXKHO BbiTb
YETKMM 1 He Bbl3blBaTb COMHEHWIA.

OpHako obluas AMHNUS oTKasa MMeeT 1 6o-
nee rnybokoe CUCTEMHOE OCHOBAaHMWE, BbIXO-
fauiee 3a npejenbl BONpoca O BOAEN3bsAB/IE-
HuK. [laxe ecav 6bl cyn GoOpManbHO NpUsHan
npaBo PoAUTENS WAWN WMHOTO POACTBEHHMKA
Ha pacrnopsxeHue 6uomatepuanom ymeplie-
ro, peannsaums 3Toro npaea Ha TeppuTopuUn
Poccuitickon ®depepaumy B NOAABASIOWLEM
6ObLIVHCTBE CAyYaeB okasanach 6bl HEeBO3-
MOXHOW. [lencTBytoulee 3aKOHOAATENbCTBO
yCTaHaBAMBAET 3aKkpbiThbii MepeyeHb Mean-
LUMHCKMX MOKa3aHnin K npumeHeHuto BPT, no-
HOPCTBA raMeT 1 3IMOPUOHOB M CyppOraTHOro
maTepuHcTBa. [ng avu, He MMeoLWLMX reHeTn-
UECKOro OTHOLIEHUS K 3MOPUOHY, — a UMEH-
HO K 3TOW KaTeropum OTHOCATCS BCe TPeTbi
Anla, Kpome napTHepa uan cynpyra ymeplie-

in Assisted Reproductive Technology Programs

ro, — briomaTepvan aBTomaTMyecku npuobpe-
TaeT AOHOpCKWUA cTaTtyc. [ng ncnonb3oBaHus
[IOHOPCKOro Matepuana, B CBOK O4epesb,
TpebyloTca crneunanbHble MeanuuHCKue no-
KasaHus, KoTopble Yy poamMTeneit UAn WHbIX
POACTBEHHWKOB, BEPOSTHO, OTCYTCTBYIOT. [1o-
CMepTHas penpoaykums no coumanbHbiM no-
Ka3aHMSIM POCCUIACKMM 3aKOHOAATENbCTBOM
He npefycmoTpeHa.

Cneactemem 3T0ro gBASETCS NpaBoBas Cu-
Tyauws, B KOTOPOW TpeTbe ANLO, AaxXe Moay-
umMB CcynebHoe MpU3HaHWe npasa pacnopaxe-
HWA BuomaTepuanom, GakTMYeckn He nmeet
NlerasbHOro KaHana ero AanbHenwero ncnosb-
30BaHMa. [laHHaa cucTtemHad npobrema Tpe-
ByeT He TOUYeUYHOro CyaebHOro, a 3aKoHoaa-
TENbHOTO pelleHns: HeobXOAMMO OYepTUTb
Kak Kpyr AnL, KOTOPbIM YYaCTHUK MPOrpamMmmbl
BPT BnpaBe nepeaath npasa Ha 6uomatepuan,
TaK 1 nepeveHb AeNCTBUIA, KOTOpbIE 3TN Anua
CMOryT COBepLIaTh Ha 1erabHbIX OCHOBAHMSIX.

Ha ¢oHe obLiei AMHUKM 0TKa3a pe3oHaHC
HbIM WCK/OYEHMEM BbICTynaeT Aeno Ne 11.
YnoBneTsopas TpeboBaHWe matepu o npase
pacnopsxeHus KPMOKOHCEPBMPOBAHHOM
CnepMoit CbiHa, Mornblero nocie OHKOMo-
TMYEeCKOro JedyeHuns, Ccya KBannmduumposan
cAavy Cnepmbl Kak KOHKAEHTHOE AeiCTBUe,
Bblpa>katoLLee BOMO NalMeHTa Ha ee nocnesy-
tollee MCMoab3oBaHNe AN PenpOAYKTUBHbIX
uenen. Cya Takxe ykasas, YTo U3 CUCTEMHOIO
TONKOBaHMS nonoxeHnd ctatbn 1112 K PO
He creayeT 3anpeTa HacneaHuky npuobpe-
TaTb NpaBa Ha pacnopsixxeHue 1 Noab3oBaHue
KPUOKOHCEPBMPOBAHHbIM  BrUOMaTepuanom
Hacnegoaatens ¢ y4eToM orpaHuYeHuia no ero
1CMonb3oBaHMto. PelleHne MpUHATO B yCao-
BMSX MPaBOBOro Bakyyma: coaepxaHue VAC
B YacCTM MOCMEPTHOrO BONEW3BABAEHMUS yCTa-
HOBMEHO He 6bi10, a AeNCTBYIoLLIEe 3aKOHO-
NaTeNbCTBO He AaeT OTBeTa Ha BOMPOC O Cyab-
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6e 6uomaTtepuana, CAAHHONO Ha XpaHeHue
B pamkax nporpammbl OHKODEPTUALHOCTH.
B aTOM cuTyaumm cya muckan pelueHue, cno-
cobHOE 3alMUTUTL CMbICA MepBOHAYANbHOIO
obpalleHns naumeHTta Kk BPT, — coxpaHeHue
BO3MOXHOCTW MPOAOMXKEHUS poja — U MNpu-
Wwen K Hemy yepes paclvpuTenbHoe TOAKO-
BaHWe GakTUYyecknx AencTBUMn  naumeHTa
NPW XN3HN.

[YMaHMCTMYecKas HanpaBaeHHOCTb Takoro
noaxoAa MOHATHA: Cya AeNCTBOBaN B CUTY-
aummn, B KOTOpOW 3aKOH He mpepnaran roto-
BOro pelleHuns, U CTpeMUACS He AoNyCTUTb
yTpaTbl nocnegHeln BO3MOXHOCTU NPOAO/IKe-
HMA poaa norunbuwero. Tem cambiM pelueHne
no aeny No 11 packpblBaeT He CTONbKO HOBYHO
KOHLIEMLIMIO BONEM3BABNEHMS, CKONBKO TY6U-
HY HOpMaTWMBHOTO npobena: Cyabl BbiHYXje-
Hbl CO31aBaTb NpaBoBble KOHCTpYKLUMK ad hoc
Tam, rae 3akoHoaaTeNb He NpeanoXua afek-
BaTHOIO peryanpoBaHums.

Ocoboro BHMMaHWA 3acnyxuBaeT [Aeno
N° 5 — eMHCTBEHHOE B Tune |, B KOTOpOM
NPWXW3HEHHOE  BO/MEW3bABAEHWE  MPSMO
NPeAnnCbIBAN0  YHUUTOXEHME 3SMEPUOHOB
B C/lyYyae CMepTu oaHoro u3 cynpyroB. OHO
NEMOHCTPUPYET CUMMETPUYHOCTb MoAXoAa
Cy[l0B, OPUEHTUPOBAHHbIX Ha BONEU3BLAB-
NeHne: MNPUXKM3HEHHAS BOAS WCMOAHSETCs
He TO/MbKO TOrAa, Korga OHa paspellaeT Mno-
CMepTHOEe MCNOoNb30BaHWe, HO W Toraa, Koraa
OHa ero 3anpellaer. 70 NOATBEPXKAAET LEeH-
Tpa/ibHbIA TE3UC HACTOALLErO UCCAeA0BaHMS:
onpefensioL M GakTopom And 60bLNHCTBA
CyAebHbIX CMOPOB BbICTYNAET NPUXKUIHEHHOE
BONEN3bSBAEHWE, @ HE MpeanonaraemMblii MH-
Tepec nepexmBLIEro napTHepa.

ConocTaBneHue npaktuku no Trnam | u |l
NPUBOANT K TPEM BbIBOJAM:

— BO-NMepBbIX, Npu ¢dopmanbHOM onope
BCEX CYAOB Ha OAHM W Te Xe HOpMbl 3aKkoHa
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No 323-®3, TK P® u lMopsgaka BPT ¢pakTuue-
CKME MUCXOAbl MO CXOAHbIM iefam Henpeacka-
3yembl.  MICTOYHMK HemnpeackasyemocT Ha-
XOAWTCA He B hakTUUeckmx 06CTOATeNbCTBAX,
a B 136Mpaemoit Cya0M JOKTPUHANbHON yCTa-
HOBKE OTHOCWUTENbHO POAW MPUKMUIHEHHOTO
BONEN3BABNEHMS;

— BO-BTOPbIX, Cydbl, OPUEHTUPOBAHHbIE
Ha BO/JEM3bABNEHWE, MPOBOAST CBOK VHUIO
CUMMETPUYHO, WCMOMHAS BO/KO yMepLlero
Kak B MOMb3y MOCMEPTHOrO MCMOMb30BaHUS
(nena No 2—4), Tak U NpOTMB Hero (aeno Ne 5);

— B-TpeTbMX, B Cropax C y4yacTuem Tpe-
TbUX UL OTKa3 MOXET 6biTb 06ycroBAeH
He TONbKO HEMPUMEHUMOCTbLIO HacNef0BaHMs,
HO W CMCTEMHbIM OTCYTCTBMEM NEranbHOro
KaHana WUCMonb3oBaHWa 6uomatepuana nu-
LaMK1, HE UMEIOLLUMMN K HEMY TEHETUUYECKOro
OTHOLWEHNS (AaHHbIA BbIBOA HE CreayeT nps-
MO W3 TEKCTOB CyAebHbIX akTOB, HO OCHOBaH
Ha AENCTBYIOLWMX HOpMaX NpaBa).

COBOKYMHOCTb 3TUX BbIBOJOB YKa3biBa-
eT, uTo cynebHag npakTMka He crnocobHa
camocToaTenbHO BbipaboTaTh eanHoOo6pas-
HbIA MOAXOA W UTO YCTpaHeHue KOAAN3NN
TpebyeT 3aKoHOAATENbHOTO 3aKpenaeHus
WHCTUTYTa MNPUXW3HEHHOTO BOJEN3bABNE-
HMA. DTO NMOATBEPXKAAET 3apyOEXHbIA OMbIT:
M3pannbckags Moaenb oTaaeT npuopuTeT
BO/ME YMEpLIEero M pasrpaHuunBaeT Tpebo-
BaHWS MepexmBLIEro napTHepa U poACTBEH-
HWUKOB, BpUTaHCKas A0MycKaeT OTCTynaeHne
OT MUCbMEHHOTO COracKa AnLlb TOraa, Koraa
JINLO BbINO AWLLIEHO BO3MOXHOCTU ero odop-
MWUTb. OBLIMM 3HAMEHATENEM CNYXMUT OTKa3
OT aBTOMAaTMYECKOro Hac/ieoBaHua penpo-
AYKTVBHbIX NpaB Mnpu 04HOBPEMEHHOM MpW-
JAHVUN IOPUANYECKON CIbI MPUKM3HEHHOMY
BONEM3BABAEHMIO. DTOT MPUHLMM pOCCUiAcKast
NpaKkT1Ka peannsyeT MHTYUTUBHO, HO He UMe-
€T BO3MOXHOCTM MPUMEHUTb BBUAY OTCYT-
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CTBMS COOTBETCTBYIOLLEIO 3aKOHOAATEIbHOIO
NHCTUTYTA.

Ocob0ro BHUMaHWA 3aC/yXMBaeT UHCTPY-
MeHTanbHaa npobnema, BbigBAeHHas cyaeb-
HOV npakTukoin. Yactb 1 cTaTtbl 20 3akoHa
No 323-03 Tpebyer WAC neped Kaxablm
BMewartenbcTeoM. OfHAKO B YacTw, onpepe-
nstollein cyabdby buomatepuana Ha cayuyan
cmepTu yyacTHuka, WAC dakTnyeckn Bbi-
NONHAET 3aBellaTenbHyt0 GYyHKUNIO, topUan-
UecKoW CUNoN 3aBelllaHns He obnajas. IToT
paspbiB — BOJEU3bSBNEHME MO COAepxa-
HWIO — IBNFETCS pacnopsXeHnemM Ha cnyyai
CMEPTH, HO MO dopmMe He npusHaeTca 064a-
3bIBAOLLMM AKTOM M COCTaBAgeT Henocpep-
CTBEHHbIN UCTOUHUK MPOTUBOPEYUni B Tune .
Cyabl, oTKa3sbiBatoLLMe B 1cke (aena Ne 6, 8, 9),
paclWUpUTENbHO TPaKTyoT TpeboBaHKe CTa-
Tbi 20 3akoHa N 323-®3 o nonyyeHun co-
r1acus HemnocpeACcTBEHHO MNepej Kax/blM
BMellaTeNbCTBOM:  MPWXU3HEHHOE  BOJe-
M3bSBNEHNE YMEepLIero npu3HaeTcs Heao-
CTATOYHbIM, MOCKO/IbKY HE MOXeT ObiTb BOC-
npou3BeLeHO nepej Camoi npoLuesypo
neperoca. Cyabl e, yLOBNETBOPSIOLLME UCK
(ena No 2—4), NCXoAsT U3 TOro, 4To Mpu-
XW3HEHHOE BONEW3bABNAEHWE, MNPIMO  OX-
BaTbiBalOWee CUTyauMto CMepTn, umeet
CamMoCTOoATeIbHOE OpUAMYECKOE 3HaYyeHue
W He TpebyeT NoATBEPXAEHUS OT MUA, KOTO-
POTO YXXE HET B XXMBbIX.

Pa3speleHune 3TOro NpoTMBOPEUns NexuT
He B npuganun WJAC cratyca 3aBellaHus,
a B CO34aHMM CrneunanbHOro NpaBoBOro WH-
CTpyMeHTa — PENpPOLYKTVBHOIO BONEN3bABIIE-
HUsI, KOTOPbIA BbIMONHS Bbl 3aBeLlaTeNbHYHO
byHKUMIO B OTHOWeHUW Buomatepuana, 06-

in Assisted Reproductive Technology Programs

najas npu 3TomM COBCTBEHHOM, 3aKOHOAATE b
HO onpeneneHHon GOpMOR U PUANYECKON
cnnoit. VIMEHHO Takol MHCTPYMEHT Heobxo-
LUM 19 YCTpaHeHWs packona B NpaBonpume-
HEHMM 1 0becrneueHns NpaBoBoi onpeaeneH-
HOCTW 4191 BCEX YYACTHUKOB OTHOLWEHNA.

OHKOdEePTUNBHOCTb KaK 0CObbIii
KOHTEKCT MOCMepTHOM penpoayKLuum

OHKOGEPTUABLHOCTL — 06/1aCTb MEAMLMHBI,
06beVHAWLIAA OHKOMOTUID W PENpPOAYKTO-
JIOTUIO B LIENSIX COXPaHEeHWs CnocobHOCTY
K AETOPOXAEHWI0 y MNaluWeHTOB, KOTOPbIM
NpeAcToMT TFOHaLOTOKCUYHOE feyeHue (Xu-
MuoTepanus, 1yyesas Tepanus, onepatusHble
BMelWatenbcTsa). Mo gaHHbiM HMILL oHkono-
rn um. H.H. MeTpoBa, okono 15% oHKonorun-
yeckmx 3a60M1eBaHNi NPUXOANTCS Ha BO3pacT
o 40 neT, a NPOTMBOOMYXO/NEBOE NleYeHne
HapyLlaeT penpoLyKTUBHYIO GyHKUMIO Y 30—
70% nauneHToB penpoayKTMBHOro Bo3pacTta'.
ccneposatenn GUKCUPYIOT, YTO UL OKOMO
YeTBepPTU MPOKOHCYABTMPOBAHHbIX OHKOAOIM-
YeckMx MauWeHTOB BOCMO/Mb30BANNCh METO-
namu BPT ang coxpaHeHns penpoayKTUBHOrO
noteHumana (JlaBpuHoBuY 1 ap., 2024).

B COOTBETCTBUM C MOAMYHKTOM «6» MyH-
kTa 31 lopsaka BPT ogHum 13 nokasaHun
0N KPWOKOHCepBauun  bGromatepuanos
ABNAETCS CcOXpaHeHne GepTUNbHOCTU OHKO-
NIOTUYECKMX BObHbLIX Mepes NyyeBon U Xiu-
MuoTepanveit. Tem cambiM 3akoH MpuU3HaeT
OHKODEPTUNBHYIO KPMOKOHCEPBALIMIO NPaBO-
MepHON MeAMUMHCKON NPaKTUKOM, HO He pe-
FynpyeT cyabby COXpaHeHHOro maTepuana
B Clyyae CMepTu naumeHTta. BosHwmkaeT na-
pafloKC: 3aKOH MOoOLLpAeT coxpaHeHue 6uo-

'° HalmoHanbHbI MeANLIMHCKIA CCAeA0BATENbCKNIA LEHTP OHKoMOMM uMeHn H.H. Metposa. CoxpateHue dep-
MUAbHOCMU Y OHKOnayueHmos. Pexxum focTyna: https://www.niioncologii.ru/patients/additional-information/

sohranenie-fertilnosti (dama o6pauierus: 26.05.2026).
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maTepuana nepes jeveHvem 3aboneBaHus,
YIPOXAIWEro XU3HW, HO He Oonpeaenser,
YTO NMPOU3OWAET C 3TUM MaTepuanom, eciun
yrposa peanusyercs.

Lemorpadunyeckas 3HaUYMMOCTb OHKOpep-
TUNBHOCTW CBS3aHa C [ABYMS pa3HOHanpas-
NEHHbIMN TEHAEHUMAMU: C OHON CTOPOHDI,
6narogaps ycrnexam OHKOMOTMN YBENNUMBAET-
sl 0As NaUMEHTOB, NepexuBatolLmMx 3abone-
BaHME W UMEIOLLMX PenpoayKTUBHbIE MAAHbI;
C LpYron — COXPaHAEeTCH 3HauuTeNbHas fe-
Ta/bHOCTb NPY pafe NOKann3auni onyxonu,
uTO aKkTyasusMpyeT BOMPOC O cyabbe oCTas-
neHHoro 6uomatepuana. [paBo, nooulpss
coxpaHeHue GepTUAbHOCTY, 0653aHO Npeay-
CMOTpeTb W MpaBOBble MOCNeACTBUS Hebna-
ronpuaTHoOro ncxoaa nedenuns (Quinn v ap.,
2012). VirHopupoBaHwue 3Toro Bonpoca npu-
BOAMT K CUTyaLIMaAM, B KOTOPbIX Bruomatepuan,
COXPAHEHHbIN LEHOW OTCPOYKM XKM3HEHHO
BAXXHOIO NleyeHuns, nocne CMepTu naumneHta
OKa3blBAETCS 3aMOPOXKEHHBIM KakK B BYKBa/b-
HOM CMbIC/IE, TaK 1 B tOPUANYECKOM KOHTEKCTE.

[ng XeHWMH penposyKTUBHOrO BO3pac
Ta OHKONOrMYecKoe JevyeHne HeceT PUCKK
NpexXAeBPeMEHHOr0  UCTOLWEHUS  SUYHUKOB
1 6ecnnoauns. CoBpemeHHas MeauumMHa pac-
noaaraet pasinyHbIMK METOAAMU COXpaHe-
HNS KEHCKOW GepTUAbHOCTU: BUTPUPUKALMS
OOLMTOB; CO3[aHNE W KPWOKOHCEPBALMS M-
6PMOHOB NPU HAUUMK NapTHepa UAK AOHOP-
CKOW CMepMmbl; KPUOKOHCEPBALMS TKaHU auy-
HMKa C MOCNeLyIoWen ayToTpaHCnaaHTauvew;
TPAHCNO3MUMSA  AUUYHUKOB; dapmakonornye-
cKag 3almnTa SUHHUKOB OT FOHaA0TOKCUYHOTO
Bo3aeiicTang (byHsiesa n ap., 2021).

Crneunduyeckas npasosas npobnema Bos-
HUKAET B CUTyalU WKW, Npu KOTOPOW XEHLLMHA
KPVMOKOHCEPBMPOBANA OOLUUTLI, a BMOCAEL-
CTBMM CKOHYanach. B Takom cuTyaumm otcyT-
CTBYET BTOPOW Y4YaCTHWUK nporpammsl BPT,
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W cucTema [ABYCTOPOHHEro COMachs, Ha Ko-
TOPYIO ONUPAIOTCS CyAbl, OKA3bIBAETCS HEMPU-
meHumoi. OoUWTbl HE OTHOCATCS K Hacnes-
CTBEHHOW Macce M Nocae CMepTU OCTakoTCs
Ha XpaHeHUW BNAOTb A0 yTuamnzaumu. Mcnonb-
30BaTh UyXKne MONOBble KNETKM B OTCYTCTBME
BONEN3bABIEHNS UX 06NaaTeNbHULbl HEBO3-
MOXHO: I8 3TOro TpebyroTcs MeanumnHcKmne
nokasaHws n obopmaeHne mateprana B Kaue-
CTBe AOHOPCKOTO M3HaYanbHO. AHanornyHas
CUTyalUMs BO3HUKAET NMpPU KPUOKOHCEPBALLMN
TKQHW SMUHMKA: B ClyYae CMepTU NauneHTKN
HW nepefatb TKaHb APYroMy ALY, HA UCTOAb-
30BaThb 6€3 CneunanbHoro paspelieHns Meam-
UMHCKas opraHu3aums He Bnpase.

MpaBoBas HeyperyiMpoBaHHOCTb XKEHCKOW
OHKODEPTUABHOCTU YCYTyBASETCATEM, UTO KPUO-
KOHCEPBMPOBAHHAS TKaHb SUUHMKA M OOLMTSI,
B OT/INUMeE OT 3MOPMOHOB, He HecyT Ha cebe
CNefloB BOMM BTOPOrO MUA — OHW MpuHaane-
XaT WCK/IUMTENbHO CaMoi naumeHTke. 370,
C O[LHOW CTOPOHbI, yNpoLLaeT BONPOC O BOje-
n3bABAEHUN (OTCYTCTBYET KOHOAMKTYIOLLASN
BOAS MapTHepa), a C Apyroil — obocTpseT
npobnemy ero OTCYTCTBMS: €CM NauueHTKa
He OCTaBMAa pacnopskeHus, Buomatepuan
obpeyeH Ha XpaHeHue [0 UCTeueHUs cpoka
M NOCNeLyIOLLYI0 YTWAM3ALUMIO, MOCKOIbKY
NPaBOBbIX OCHOBAHWIA 1N €70 Nepeayn Komy
6bl TO HI GbINO HE CYLLECTBYET.

leno Ne 11 (TpeboBaHue matepu O npase
pacrnopsikeHus Crepmoi norublwero oT OH-
KOJIOrMUeCcKoro 3aboneBaHus CbiHa) ABAsSETCS
APKMM MPUMEPOM MPaBOBbLIX NPOGIEM MYX-
cKkol  oHKodbepTuabHocTv. Cya  paspewun
maTtepy  MCMoONb30BaTb  KPUOKOHCEPBMPO-
BaHHyl Cnepmy A/s OMJ0A0TBOPEHUs Cyp-
pOraTHoOM MmaTepw, KBaAMGUUMPOBAB cAauy
crnepmbl Kak KOHK/OAEHTHOEe BONensbsse-
HMWe W OMMpasch Ha CUCTEMHOE TONKOBaHWe
cTaTbn 1112 FK PO.
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3710 pelleHne, Byayunm TyMaHWUCTUYECKM
060CHOBAHHbIM B KOHKPETHOM KOHTEKCTE,
He MOXET CYXKMTb YHUBEPCA/IbHOW NPaBOBOW
LNOKTPUHOW. Ecam noruky KOHKIOAEHTHOrO
cornacus v HacneAoBaHUs Npaea pacnopsxe-
HUsl MePEeHEeCTU Ha SMOPUOHbI, CO3aHHbIE CO-
BMECTHO C MapTHEPOM, BO3HMKaeT KONIn3us
C NpaBOM MapTHepa Ha 0TKa3 OT POoAWTesb-
CTBa — MpaBOM, KOTOpOe MpaBonpuvMeHeHNe
HEeW3MEHHO MpuU3HaeT npuopuTeTHbIM. Kpo-
Me TOro, peanu3auusi NpU3HAHHOTO CyAoM
npaBa MaTepy Ha MNpakTuke CTankupaercs
C OMMUCAHHOM BbIlWE CUCTEMHOW NpPOoBAEMON:
L8 UCMOAb30BAHMS CMepMbl B Mporpamme
CYppOraTHoOro matepuHcTBa TpebytoTcs Me-
LVUMHCKME MOKAa3aHWsg U CTaTyc, KOTOpbIMK
MaTb ymepliero He obnaaaet. Takum o6pasom,
OHKODEPTUABHOCTL OBHaXKaeT MOTPebHOCTL
He B pacluMpUTENbHOM CynebHOM TONKOBAHMMN,
a B CNeLnanbHOM 3aKOHOATE/IbHOM MHCTUTY-
Te, NO3BONSIOWLEM NALMEHTY 3apaHee 1 topu-
AMYecKn onpesfeneHHO pacnopsanTbCS Cydb-
6ot cBOero bruomaTepuana Ha caydai cMepTu.

M3noxeHHoe CBUOETENbCTBYET O HEOOXO-
AMMOCTU  CNeumansHoro 3akoHOAATeNbHOro
MHCTUTYTA, MO3BONSIOLLErO /NLY, KPWMOKOH-
cepBupytoLLEMY B1oMaTepran B yCI0BUSX pe-
aNIbHOW Yrpo3bl XWU3HW MU GEPTUABHOCTK, 3a-
6/1aroBpeMEHHO M eAVHOANYHO OMNpeaenuThb
ero cyabby — 6e3 yyactus BTOpOro napTHepa
1 6e3 BO3NOXKEHNA Ha Cydbl GYHKUMM MO pe-
KOHCTPYKL MW BOMN yMEpPLUEro.

Mpeano)xeHUss No HaNpaB/ieHUSAM
3aKoOHOAaTe/IbHOro yperyampoBaHus
MpoBeAeHHbI  aHann3 nossongetr 060-
3HAUUTb KJ/KOUEBbIE HaMNpaBieHns, KOTopble
JOMKHbl OblTb YUTEHbI MPW COBEPLIEHCTBO-
BaHUWM 3aKOHOLATENbCTBA O MOCMEPTHOM
MCMONb30BAHNN BUONOTUUECKOTO PENPOAYK-
TUBHOIO MaTepwuana. BbipaboTka KOHKPETHbIX

in Assisted Reproductive Technology Programs

3aKOHOMPOEKTHbIX GOPMYANPOBOK HE BXOAUT
B 3aJaui HacTosAllei 0630pHOI CTaTbh 1 CO-
CTaBUT NpeAMEeT OTAE/IbHOro MCCNeLoBaHWS;
3/1eCb Xe NNLWLb ONpeaenseTcs Kpyr BONpocos,
TpebyIoLL X HOPMATNBHOIO OTBETA.

1. 3aKkpenneHve crneumansbHOro npaBoBO-
ro pexuma 6romatepuana. buonormueckuii
PEeNpOAyKTUBHbIA  MaTepuan  HyXJaeTcs
B MPSMOM 3aKOHOAATE/IbHOM Onpeae/eHnn
Kak 0c060ro 06beKTa rpaxaHckmnx npas, U3b-
ATOro 13 cBO6OAHOr0 060pOTa 1 HACAEACTBEH-
HOW Macchl. JencTBytoline HOpMbl paccpeio-
TOYEHbl MO HECKONbKMM akTaM ¥ OTpaxkatoT
HEeCOBMeCTUMble KOHLEMUMN; OTCYTCTBUE eamn-
HOro pexunma gBAseTcs OAHUM 13 UCTOYHUKOB
NpaBOBOW HEOMPeAEeNeHHOCTH.

2. BBeageHne MHCTWUTYTa  CneumanbHOro
(penpoayKTUBHOMO) BONENU3bABNEHMS. YuacT-
HUK nporpammbl BPT AO/mKEH MMETb 3aKo-
HOAATE/IbHO  3aKPereHHY0  BO3MOXHOCTb
npu KpUOKOHCepBauuu 6Guomartepuana co-
CTaBWTb 3a9B/ieHNE O MOPSLKE ero UCMNoAb30-
BaHMS Ha CNyyai CBOE CMepTn UAu yTpaThl
neecnocobHocTy. Takoe 3asBieHve A0AKHO
06/1aaTh OPUANUECKO CUION, NepexmnBato-
e ero aBTopa, M 0CBOBOXAATb MeAULMH-
CKY}0 OpraHu3aumio oT TpeboBaHna nojydatb
NMOBTOpPHOE coracue ymepulero. [lpu 3Tom
3aKOHO/ATe/N0 HEOOXOAMMO pelnTb paj B3a-
MMOCBS3aHHbIX BOMPOCOB: 0 GOpME TaKoro
3a9BNGHNS W MOPSAKE €ro YAOCTOBEPEHUS;
0 KpYre AnL, B MOb3y KOTOPbIX MOXET BbITb CO-
CTaBNEHO BO/EN3BABIECHME; O BO3MOXHOCTK
€ro V3MeHeHus WK 0T3bIBa; O A0MYCTUMOCTK
eIMHONNYHOIO COCTaBEHUS — B YACTHOCTH,
B CUTyaUMAX OHKODEPTUAbLHOCTM UAN BOEH-
HOW CIyX6bl, KOrAA NALUMEHT HEPEAKO HE UMe-
eT napTHepa 1 coxpaHseT buomarepuman B yc-
JIOBUSX peaibHOM Yrpo3bl KM3HMN.

3. PerynupoBanue cyabbbl 6uomatepuana
npw OTCYTCTBUM BONEN3bABAEHNS. Heobxoan-
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MO YCTAHOBUTb NpeAesibHble CPOKN XpaHeHMs
6ruomaTepuana nocie cMepTv ero obnaaatens,
a TaKkxXe MopsfoK MPUHATKS pelleHns O ero
nanbHenwen cyabbe B cuTyaumu, koraa Bo-
Nen3baBAEHNE OTCYTCTBYET WK SBASETCS He-
NOMHbIM. JIeACTBYIOWMIA 3aKPbIThIA NepeyeHb
BO3MOXHbIX 1EACTBUIA C HEMCMONb30BAHHbIMM
3MBpPUOHAMM (LOHOPCTBO, KPMOKOHCEPBALMS,
yTWAM3aUMs) He OXBaTblBaeT NOCMEPTHblE CU-
Tyaummn n TpebyeT paclumpeHns.

4. PasrpaHuyeHne  npasB  nepexuslie-
ro naptHepa W TpeTbMX AuL. 3akoHodaTeNb
[IO/KEH MPOBECTU YETKYK TPaHuLy Mexniy
TpeboBaHWAMMN MepexXuBLIEro NnapTHepa (Cy-
npyra) U TpeboBaHUAMU UHbIX POACTBEHHU-
KOB ymepluero. [1eicTByoWni 3aKpbIThIA ne-
peyeHb nokasanui K BPT nuwaet poantenein
N UHbIX POACTBEHHMKOB YMEPLLEro NeraibHo-
roO MexaHW3ma MCrno/b3oBaHus Guomarepuma-
na Aaxe npv HaMMuUK cyaebHoro NpusHaHmsa
UX NPUTA3aHUA. YCTpaHeHne 3TON CUCTEMHOM
npo6aembl TpebYeT pacliMpeHns nepeyHs no-
KasaHuii AMBO MpPAMOro 3akoHoAaTesIbHOro
3aKpenneHns onyCTUMBIX CyYaeB nepeaaym
npaB TPETbUM ANLLAM.

KoHcTuTyumnoHHbli Cya Poccuitickoin ®epe-
paLnmn B NoCTaHOBAEHMM 0T11.02.2025 Ne 6-T1"
KOHCTaTMpOBaNn OTCYTCTBME 3aKOHOAATEb-
HOro 3ampeTa MNOCMEepPTHOW penpoayKLun
W NpsSMO MpW3Han Haauune npobena, KOTo-
PbIA MpaBONPUMEHUTEND BbIHY>XAEH BOCMON-
HATb CAMOCTOSTENbHO. DTO CO33AET AOMNONHN-
TeNbHYI0 KOHCTUTYLIMOHHO-MPaBOBYD OMopy
[19 3aKOHOAATe/IbHOTO pelleHns 0603HaueH-
HbIX BOMPOCOB.

26 mag 2026 1. focynapctBeHHas yma PO
NpuHSNa B MEPBOM UYTEHWUW 3aKOHOMPOEKT
0 BHeceHMM nonpaBok B 3akoH «O BeTepa-
Hax»'2. CornacHo UM y4aCcTHUKN BOEBbIX Aeit-
CTBMI MOAyYaT MpaBO Ha npumeHeHne BPT.
B 3akoHoMnpoexTe oroBapueaertcs, YTo Cynpy-
ra nornbwero (ymepluero) setepaHa 60OEBbIX
NENCTBUIA, He BCTYMMBLIAA B NOBTOPHbIN Bpak,
MMEET NpaBo Ha npumeHeHne BPT «npu ycno-
BUWM HANNUMS HOTapuaibHO YAOCTOBEPEHHOMO
cornacuns cynpyra, AaHHOro Npw XWU3HW Ha UC
nonb3oBaHKe ero BMONOTMYECKOro Mateprana
noc/ne ero cMepTu. Takoe HoTapvaabHO YA0CTO-
BEpEHHOEe COracne MOXET TakXe COAepXaTb
cornacue 6biTb 3anNUCaHHbIM OTLIOM pebeHKay.
COOTBETCTBYIOWMA MOAXOA MOr 6bl OXBaTbl-
BaTb HE TOMbKO YUYaCTHUKOB BOEBbIX AEACTBUNM,
HO ¥ BCEX OCTa/lbHbIX FpaXAaH, MOCKO/bKY
npu  pacnpocTpaHeHnn Takoro poja HopMm
TOMbKO Ha OAHY KaTeropuito HaceneHus Hews-
6eXHO BO3HMKHYT BOMPOCHI O AUCKPUMUHALAN.

[paBoBoe ynpaeneHve [ocaymbl B CBSA3M
C paccMaTpmBaeMbIM 3aKOHOMPOEKTOM OTMETU-
/10, UTO peanusaums HoBaumin NoTpebyeT koppe-
CNOHAMPYIOLWMX NONPaBOK B 3aKoH Ne 323-03
(oka3aHue Takol MeanomMoULM BAOBAM BO3MOX-
HO MpW HaIMUMM MEAMUMHCKMX MOoKa3aHWi).

KomuteT TocyaapctBeHHOM dymbl no oxpa-
He 3[10pOBbS B CBOEM 3aK/HOYEHUU LOMONHN-
TE/bHO OTMETWA, YTO NPU peann3aunn Hopm
3aKOHOMpOeKTa  LenecoobpasHo  NpUHATHL
BO BHMMaHMe BO3paCT BeTepaHOB 60eBbIX
LeVICTBUI 1 UX CYyNpyroB, KOTopble HaAensoT-
€4 MpaBOM MCMONb30BaTh BCOMOraTe/bHble
PENpoAYyKTUBHblE TeXHONOrMN. [laHHOe 3asB-

" Mocmarosaerue Korcmumyyuortozo Cyda P® om 11.02.2025 Ne 6-1 «[To dey 0 npoeepke KoHCrumyyUoHHoCU Yacmeli
13 cmamiii 10 PedepanbHozo 3akoHa «O Cmpaxoebix NEHCUsX» 8 Cs3U ¢ Xaro60ti 2paxdarku M.FO. LLIaHuKogok. Pexxim
focTyna: https://www.consultant.ru/document/cons_doc_LAW._498341/

2O gHeceHuu uaMeHeHull 8 cmambu 16 u 21 OedepanbHozo 3akora «O eemeparax» (0 npage 8emeparos 60esbix Jelicmauli
HA NpUMEHEHUe BCHOMO2AMeAbHbIX PenpooyKmMueHsIX mexHoAo2ull). Pexxum gocTyna: https://sozd duma.gov.ru/

bill/1192039-8
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NIeHWEe 3aCNy>XMBAET OTAE/IbHOrO paccMoTpe-
HWS, MOCKONbKY Ha TeKYLLMI MOMEHT BO3pacT
He gBNSeTCqd KpuTepuem ANS NpoBeLeHUS
nporpamm BPT.

B cnyuae, ecam 3akoHomnpoekT ByneT npu-
HAT", HEeOBXOAWMO MpeayCMOTPETb TUMOBbIE
dopMmbl COrNacnin n NOpsaoK nx oGopMaEHNS.
Ham npeacTaBagercs, Yto nauneHTsl AONXKHbI
MMETb BO3MOXHOCTb 3aBEPUTb CBOE BO/EN3b-
SBJIEHVE HE TONbKO Y HOTapWyCOB, HO 1 B KNK-
HVIKE, B BOBHHOWM YacTu, Tak Kak raBHble Bpa-
YW N BOEHHbIE KOMaHAMPbI B psfe Clyyaes
061aatoT COOTBETCTBYIOLWMMM 3aBEPUTE b
HbIMW MOHOMOYNSMMU.

[puBEAEHHbIV  3aKOHOMPOEKT  AB/FETCA
Warom K peryimpoBaHUIO MOCMEPTHOW pe-
NpOAYKLMW, MPU 3TOM HaM MpeLcTaBNseTcs,
YTO ANS MONHOLLEHHOW peannsaunu npae na-
LMEHTOB Ha NPOAOIXeHUE poaa Heobxoanm
60o/1ee CUCTEMHBIN NMOAXOA K U3MEHEHNAM 3a-
KOHOAATeNbCTBA B AaHHOW 061aCTH.

3aknoyeHue

Bronornyeckuit penpoiyKTUBHbBIN MaTepu-
an in vitro 3aHNMaeT ocoboe MecTo B CUCTe-
Me 0ObeKTOB rpaXAaHCKMX MpaBs, He CBOAM-
MOE HU K BELLM B KNACCUYECKOM MOHUMAHWN,
HU K IMYHOMY HeWMyLLeCTBEHHOMY 6Aary.
Byayunm usbsTbiM 13 cBoboaHoro obopota
M NWLWEHHbIM MO3WUTMBHOIO YaCTHOMpPaBO-
BOrO pexuma, OH OKa3blBaeTcs B COCTOSHUM

CMNUCOK IUTEPATYPbI / REFERENCES
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MpaBOBOrO Bakyyma, KOTOPbIA NpsAmMo BAMSET
Ha UCXoabl CyaebHbIX CMOPOB O MOCMEPTHOM
MCMONb30BaAHNN.

CuctemaTtrzaLma YeTbipHaALATK CyaebHbIX
aKTOB BbISIBM/1A YCTONUMBYO 3aKOHOMEPHOCTb:
MCXOL cnopa npefonpenensercs He GaxkTu-
UECKUMK 0BCTOATENbCTBAMU U He HOpMy/n-
poskoit NAC, a AOKTpUHaNbHOWM YCTaHOBKOM
Cyda OTHOCWUTENbHO POAW MPWXM3HEHHOIO
BOnensbsBAEeHWS. B cnopax ¢ yyactuem Tpe-
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cneumnanbHoro (penpoayKTUBHOIO) BOAEN3b-
ABNEHUS, NPUAAIOLLNIA NPUXKM3HEHHOW BOE
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AHHoOTauus

CraTbs nocas LeHa nccnegoBaHmio NpaBoBOro craryca 6robaHKa B pOCCl/IVICKOM n3apy-
HEXHOM npasonopsaakax. KOHCTaTVIpyeTCﬂ OTCYTCTBME KOMMNJIEKCHOIO NpaBoOBOro pe-
rynpoBaHus 61obaHKMpoBaHMS. AHAN3NPYHOTCS MHEHWS YUYEHbIX MO BOMPOCY CylLi-
HOCTM 61oBaHKa, B pe3ynbTaTe Yero aBTop NPUXOAMUT K BbIBOAY, UTO BUOBAHK — CyEbeKT
npasa co CI'IeLI,l/Ia}'IbHOl7I I'IpaBOCI‘IOCO6HOCTb}O. Hpeﬂ,ﬂO>K€HO onpeaeneHmne 6robaHKa
KakK opraHmsaumnm (ee I‘IOLLpa3£I,€}'l€HI/I$I), OC)/LLI,GCTBIIQFOLLLGI?] BCe UIW OTAe/IbHble BUAbI
AeATeNbHOCTY MO cOopy, 06paboTke, MPUOBPETEHMIO, XPaHEHWIO, Nepeaye U NCCneao-
BaHMIO BUONOTUYECKUX mMatepuanoB YenoBeka, XNBOTHbLIX, paCTeHMVI, NHbIX OpraHns-
MOB U COI'IyTCTByFOLLLeI?l l/IHCDOpMaLJ,MI/I O HUX Ans AOCTUMXKEHUA MEANLNHCKNX, HAYYHbIX,
O6pa3OBaTeJ'IbeIX N NHbIX LLeJ'Iel7|. BbisBneHHble I'I|ZJO66J'II>I B NMpaBOBOM pPErynnMpoBaHnmn
6MO6aHKMpOBaHV]9 npeanaraeTcd ycrpaHUTb NpUHATEM 3aKOHa O 6MO6aHI<l/1pOBaHI/II/I
NN KOMMNNEKCHOTO 3aKOHa O FreHETUYECKNX TEXHOIOTUAX.

Knwouesble cnoBa: npaBoBoii cTatyc, 6uobaHk, 6uobaHkuposaHme, 6uonormyeckme obpastibl, bromean-
UMHCKME KNETOUHbIE NPOAYKTbI, NEPCOHANMU3NPOBAHHAS MEAULIMHA, TEHETUYECKME AaHHblE
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Abstract

The author sets out to examine the legal status of biobanks in Russian and foreign
legal systems. The legal regulation of biobanking is shown to remain insufficient.
The author analyzes existing approaches to the nature of biobanks and concludes
that a biobank should be regarded a legal entity with special legal capacity. It is pro-
posedtodefineabiobankasanorganization (oritsstructural subdivision) that carries
outall orsome activities of the following activities: collection, processing, acquisition,
storage, transfer, and research of human biological materials, as well as biomaterials
obtained from animals, plants, and other organisms, along with the related infor-
mation for medical, scientific, educational, and other purposes. The identified gaps
in the legal regulation of biobanks can be addressed through the adoption of either
alaw on biobanks ora comprehensive law on genetic technologies.
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BBepeHue

BuobaHkMpoBaHWe MMeeT BaXHOe 3Haue-
HUE N8 HAYKW, 3[PaBOOXPAHEHNS, CENbCKO-
0 X034/CTBA W 3KOHOMUKM B LIEIOM, O YeM
CBUAETENLCTBYET MPUOPUTU3ALMS HA TOCY-
[APCTBEHHOM YPOBHE BOMPOCOB TEXHOOMM-
UeCKOro MMAEpCTBa B 061aCTN reHeTUYeCKnX
TexHonornin'. BocTpeboBaHHOCTL HGUOBaHKM-
POBaHWA B Pa3/IMUHbLIX 06aCTAX HAYKM 1 3KO-
HOMUKM AeNaeT AaHHbIN UHCTUTYT CTpatern-
UECKM BAXKHbIM.

Ceroans B Poccum cpeay yyacTHukos Haupo-
Ha/IbHOM accoumauny 6robarHKos U cneurani-
cToB Mo 6uobaHkmposarmo (HACBNO) uncaunt-

€5 51 61obaHK, Npu 3TOM peasibHOe KOMYeCcTBO
6106aHKOB B CTpaHe CyLLECTBEHHO HObLLE.

Ha mexayHapoaHoii apeHe pa3sutue 61o-
6aHKMPOBaHWA NOATBEPXKAETCA YBEANUEHN-
em Konmuectsa 6nobaHkoB W chep ux aed-
TeNbHOCTU.

HayuHoe cooBLIECTBO He OCTAETCA B CTOPOHE:
YUEHbIE 13 Pa3HbIX CTPaH aKTUBHO 3aHUMAKOTCH
HE TONbKO ECTECTBEHHO-HAyUYHbIMU Npob/e-
Mamu B 061aCT1 B1oBaHKMPOBaHUS, HO 1 Npa-
BOBbIM OCMbIC/IEHMEM [AHHOTO BOMPOCa.

OfHaKo HeCMoTps Ha pas3BUTME AAHHO
chepbl, 0b6HApYXMBAETCS  HECCUCTEMHOCTD

' MNocmaroenerue [Mpasumesbcmea PO om 22.04.2019 No 479 «O6 ymeepxdeHuu DedepaibHoli HayuHo-
MeXHUYeCKOl Npoepammbl pazeumus 2eHemuUeckux mexHorozuli Ha 2019—2030 zodbl». Pexxum AocTyna:

https://base.garant.ru/72228722/
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HayYHOro 3HaHUs B 06/1aCTK NPaBOBOW pera-
MeHTaLUMM 61obaHKUPOBAHNS, UTO HE TOMbKO
HE CNOCOBCTBYET Pa3BUTUIO FEHETUUECKMX TEX-
HO/IOTUI, HO U CYLLECTBEHHO ero 3ameanser.

B oTeyecTBEHHOM MpPaBOMOPSAKE OTCYT-
CTBYIOT €4MHbIE MOAXOAbl MO K/OUYEBLIM BO-
npocam 61M06aHKMPOBAHMS, UTO NPenaTCTBYy-
€T JOCTUKEH IO TEXHOIOMMYECKOTO TNAepCTBa
CTpaHbl B 06/1aCTW rEHETUYECKNX TEXHOOTUIA.
OauH 13 Taknx NpobaeMHbIX BOMPOCOB — Mpa-
BOBag npupoaa buobaHka, 6e3 10CTaTOUHOro
NPaBOBOrO PEryanpoBaHng KOTOPOW Aajb-
Helliee pa3BuTUe reHeTUUYECKNX TEXHONOTI
B Poccum cTtaHOBUTCS GaKTUYeCKn HEBO3MOX-
HbiM. POpMyIMPOBaHME HayuyHO 0BOCHOBAH-
HbIX MPEIOKEHNIA MO 3aAKOHOAATENbHON pe-
rNaMeHTaLUmMy NpaBoBon Npupoabl 6nobaHka
ABNAETCA K/IOYEBOW LE/b0 HACTOALIEro WC-
cnefoBaHms.

PerynnpoBaHue 6Mo6aHKUpoBaHuUs
B Poccuiickon Pepepauun
dparmeHTapHoe peryamposaHue oTaeb-
HbIX BOMPOCOB BMOBAHKMPOBAHNSA HAXOANT
OTPaXeHMe B Pa3/IMUYHbIX HOPMATUBHbIX
aKkTax, KOTOpble, OAHAKO, He OTBEYaT 0f-
HO3HaYHO Ha BOMPOC O MPaBOBOM CTaTyce
6robaHka.

B uacTu 2 cTaTbn 37 PepepanbHoro 3akoHa
0T 23.06.2016 No 180-®3 «O 6rOMEANLMH-
CKMX KNETOUHbIX MPOAyKTax» (Aanee — 3aKoH
0 BMKTT)? ykazaHo antb, 4to BMKTT 20AKHbI
XPaHWUTLCS B YCNOBUSX BrobaHkoB, obecne-
UMBAIOLLMX COXPAHEHWE UX BUOAOrMUYECKMX
CBOMCTB M NpeoTBpallalowmx nx UHGU-

Mikhail I. Shandro
Legal Status of Biobanks

LUMpOBaHMe W 3arpasHeHune, 6e3 ykasaHug
Ha CyObEKTHYI WM OBBLEKTHYIO MNpUpPOLY
6uobaHka. bonee Toro, crtaTba 1 3akoHa
o BMKT1 nckntouaeT n3 npegmera ero perynum-
POBAHVA K/KYEBLIE BU/bI LEATENbHOCTN B10-
6aHKa B 061aCTU reHETUUYECKUX TEXHONOTUI:
6robaHknpoBaHne 06HEKTOB [JOHOPCTBA,
TpaHCMAaHTaUUM, BCMOMOraTebHbIX —pe-
NPOAYKTUBHbIX TEXHONOTUI, a Takxe 6uo-
6aHKMPOBAHWE B HayUHbIX 1 06pa3oBaTeb-
HbIX LENSAX.

DenepanbHblii 3akoH 0T 30.11.2024 No 428-D3
«O B1OPECYPCHbIX LIEHTPAX 1 BUONOTMYECKNX
(BropecypcHbIX) KOANEKLUNUAX U O BHECEHUM
n3MeHeHuin B cTaTblo 29 MenepanbHOro 3a-
KoHa «O XMBOTHOM Mupe» (aanee — 3akoH
0 BOPECYPCHBIX LIEHTPaX)® TakKe HE pacKpbl-
BaeT NpaBoBYlO CYWHOCTL 6MobaHKa U pac-
NPOCTPAHAETCH WUCKMOUMTENBHO Ha KOANEK-
LUWK, HaXOASLIMECA B rOCY4apCTBEHHON
COBCTBEHHOCTU; HE peryanpyeT OTHOLIEHUs
B 06/1aCTW CO3AaHMA, POPMUPOBAHNA, COXpa-
HEHWS, Pa3BUTUA, U3YUYEHUS U WCMONb30Ba-
HNA KONNEKLWA BUONOTMYECKIX MATeEPUANoB
uenoBeka.

KntoueBbiM N043aKOHHbIM aKTOM B 061aCTH
61obaHKMpOBaHKa gBageTca npukas MuHu-
cTepcTBa 34paBooxpaHeHns PO oT 2010.2017
Ne 842H «O6 yTBEpXAeHWM TpeboBaHuit
K OpraHM3aumm 1 AeatenbHocT 61nobaHkoB
M NpaBui XpaHeHus BUONOTUYECKOro maTte-
puana, Knetok Ans MNPWUIrOTOBAEHWUS KeTou-
HbIX IMHWUA, KNETOUHBIX JUHUA, NpeaHa3Ha-
UEeHHBbIX /19 NPOM3BOACTBA BUOMEANLIMHCKUX
KNETOUHbIX MPOAYKTOB, BUOMEANLIMHCKIX

2 PedepanvHblli 3akoH om 23.06.2016 N° 180-P3 «O 6UoMedUYUHCKUX KAMOUHbIX npodykmaxs. Pexum nocTyna:

https://base.garant.ru/71427992/

* edepancHblii 3akoH om 3011.2024 No 428-D3 «O BuopecypcHbIX UeHMpax u Guoroeudeckux (6UopecypcHblx) Ko
NeKUUIX U O 8HeceHUU UsMeHeHuli & cmanibio 29 DedepanpHozo 3akoHa «O XUBOMHOM Mupe». Pexum ocTyna:
https://www.garant.ru/products/ipo/prime/doc/410924094/
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KNETOUHbIX NpoaykToB» (sanee — [lpukas
MuHzapasa No 842H)*.

3 aHanm3a lpukasa MuH3apasa N 842H
cnenyeT, 4To 6UOBaHK — ML, OCYLLECTBAAO-
lee paspaboTky, KAWHWYECKWE MCCnenoBa-
HWS, peanu3aumnto, NpUMeHeHue, xpaHeHue
6MON0rNYeckoro MaTepvana, KAeTok Ans npu-
FOTOBNEHMUS KNETOUHbIX MNHUIA W KNETOUHbIX
JVHWIA, NpeiHa3HaYeHHbIX A1 MPOM3BOACTBA
OUOMEANLMHCKUX  KNETOUHBIX  MPOAYKTOB’.
OfHako, yunTbiBas, UTO 3TOT MOA3AKOHHbIV aKT
NpuHAT B pa3suTne 3akoHa o bMKI, naHHoe
onpeaeneHne He OTpaxkaeT BCen cneundukm
NeaTeNbHOCTU 6MOBAHKOB, a MOTOMY HE ABAS-
eTcs McyepnbiBalWMM Mo paHee yKasaHHbIM
npuyvHam.

Takum 06pa3om, B pOCCMIICKOM 3aKOHOAA-
TeNbCTBE OTCYTCTBYET €AMHbIA HOPMATUBHBbIN
aKT, MOCBALLEHHbIA OBLWIMM BOMpocam aeq-
TeNbHOCTN 61MOBAHKOB, CreLnanbHOe perynm-
poBaHue 61MoBaHKNPOBAHNS NPeACTaABAAETCS
HEMo/HbIM, a CoAepXKaHme 0bLWNX HOPM — He-
[0CTATOYHbIM. [N1aBHOE — yKa3aHHble aKTbl
He oTBeualoT Ha BOMPOC O MPaBOBOM CTaTyce
(pexume) brobaHka.

[na wccneaoBaHMs MpPaBOBOW CyLLHOCTU
ABNEHNA 3auacTylo TpebyeTcs MorpysmnThbea
B CYLLLHOCTb TEXHMYECKY0. VI TONbKO Koraa no-

CpeacTBOM U3yUYeHWs NpUpO/bl TEXHUUYECKON
HOPMbl OYAET YACHEHA MexaHuka aBaeHu,
MOXHO 6yaeT naTb emy MpaBoBylo KBaaUdU-
Kauuto. [laHHble HOpMbl MOAYUMAN Ha3BaHUA
TexHuko-topuandeckne (YepaaHues, 1964),
lopuanko-TexHmueckme  (Berrepos, 2005),
TexHWKo-npasoBble (MaTy308B, 1996).

VIMEHHO NO3TOMYy KpaiiHe BaXKHbIM 3Ta-
noM pasBUTUS BMOBGAHKMPOBAHUS ABAFETCS
YTBEPXKAEHNE  CMELMabHbIX  TEXHUYECKMX
HOPMaTMBHbIX aKTOB — TOCYAAPCTBEHHbIX
ctaHpaptos: TOCT P MCO 20387-2021°, TOCT
P 7125120247, TOCT P NCO 18209-1-20258,
FOCT P 59787-2021/ISO/TS 20658:2017° n ap.
HecmoTps Ha pekomeHaaTeNbHbIA xapakTep
YKa3aHHbIX CTaHAapTOB, UMEHHO WX «TEXHU-
yeckas» CTUANCTMKA NO3BOASIET YACHUTL Ael-
CTBUTENbHOE CoiepxKaHme 61obaHKNPOBaHNS
1 NPaBOBYHO CYLHOCTb 6roBaHKa.

CornacHo n. 4 TOCT P 712512024 «buoTtex-
Honorng. buobaHKUHE. TepMuHbI U onpeaene-
HUs» BUOBAHK — 3TO «OpraHn3aLnsg U nop-
pasjeneHvie opraHusaumm, KoTopas MOoXeT
npuHUMaThb, 06pabaThiBaTh, XpaHWTb W pac-
NpocTpaHaTb bronornyeckne obpastibl 1 CBA-
3aHHbIE C HUMW AaHHbIE AN TEKYLWWX 1 Byay-
WX NCCNeN0BaAHWA, AMATHOCTUKIA W Tepannn
B COOTBETCTBUM CO CTaHAAPTHbIMK OnepaLu-

* Mpukas MuHucmepcmea 3dpagooxparerus PO om 20.10.2017 N0 842H «O6 ymeepxdeHuu mpebosanuli K opeaHu-
3aUUU U deamerbHOCMU BUOBAHKOE U NPABUA XpaHeHUs BU0A02UYECKO20 MAMEPUAAQ, KAEMOK 0AG NPU20MOoBAeHUs
KAEMOUHBIX AUHUU, KAEMOUHBIX AUHUU, NpedHA3HAYEHHBIX 049 Npou3800cnea GUomMeduyUHCKUX KAEMOUHBIX Npo-
AyKmos, 6UoMedUYUHCKUX KABIMOUHBIX NpodyKmos». Pexxinm aoctyna: https://base garant.ru/71911706/

STam xe.

“TOCT P ICO 20387-2021. buomexHoAoeuq. buobarkure. Obujue mpedosarug. M.: DIBY «PCT», 2021. Pexxnm

LocTyna: https://docs.cntd.ru/document/1200181384

"TOCT P 71251-2024. buomexHonozus. buobarkuHz. Tepmutol u onpedenerud. M.: DTBY «PCT», 2024. Pexxnm

floctyna: https://docs.cntd.ru/document/1305006223

STOCT P ICO18209-1-2025. buomexHoAoeus. buobarkuHz napasumos. Yacmp 1. Teabmurmbl. M: PTBY «PCTx, 2025.
Pexxum poctyna: https://www.consultant.ru/cons/cgi/online.cgi?reqg=doc&base=OTN&n=45809#VQMIiHVf}Sx5vBx8

?TOCT P 59787-2021/ISO/TS 20658:2017. Jlabopamopuu meduyuHckue. TpeboaHUs K 839mut0, MpaHcnopmuposaHuio,
noAyUeHuto U 06pabomke buosozudeckoeo Mamepudad. M. PIBY «PCT», 2021. Pexxum aoctyna: https://docs.cntd.

ru/document/1200181373
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OHHbIMI MpoLesypamMn 1 BKoYaeT B cebs
MNOMIHbINA KOMIIEKC MEPOMNPUATUIA, CBA3AHHbIX
C ero GpyHKLVOHNPOBAHUEMS.

B HacTosllee Bpema AaHHOe onpeaeneHne
aBnaeTcs Hambonee MOAHBIM W3 BCEX 3aKpe-
MNEHHbLIX B HOPMATUBHbLIX akTax. Paccmarpu-
Bad 6uobaHK Kak cybbekT mpaBa (opraHu-
3aums WM noapasAeneHne opraHmsan),
a 6rnobaHkMpoBaHue — Kak 0Cobyl AeaTeNb-
HOCTb MO MPUHATUIO, 06PabOTKE, XPaHEHWIO
1 pacnpocTpaHeHno 61oobpasLos ¢ onpeje-
NeHHbIMKN Lenamu, aaHHbin FTOCT 3aknasabiBa-
€T BaXKHyl OCHOBY perynMpoBaHus 6uobaH-
KnpoBaHus. [lanbHenwee peryavpoBaHune
OTAENbHbIX TEXHUYECKMX BOMPOCOB OnupaeT-
CSl UMEHHO Ha [aHHbIA NOAXO0M, YTO OLEHMBa-
eTCs NO3UTUBHO.

MeXxayHapogHoe 1 3apybexxHoe
perynupoBaHue 6Mo6aHKMpPOBaHUS

PerynmposaHue 61obaHKMpoBaHma
Ha MeXIyHapOAHOM YpPOBHE HOCWUT Mpo-
FPaMMHbBIN (AeKNapaTUBHBIN) XapakTep U WUc
UepnbIBAETCH  MEXAYHAPOAHbIMU  [J0OTrOBOpa-
MU, KOTOPblE AEKNAPUPYIOT 06LLME NPUHLMTIBI
MEeANLMHCKOrO BMELIATeNbCTBA B OpPraHm3m
uenoBseka, Npasmaa 3abopa 1 UCnoab30BaHUS
6ruomarepuanos venoseka. OAHAKO B HUX
HE COAEpPXMTCS MpaBoBas XapakTepucTika
6robaHKa 1 ero fesaTenbHOCTH. B CBA3M C 3TUM
NPUMEHWUTENBHO K paccMaTpuBaemMomy BO-
NPOCY OTAENbHO OCTAHABAMBATLCA Ha HUX He-
LlenecoobpasHo.

Mikhail I. Shandro
Legal Status of Biobanks

PerynuposaHune Esponelickoro coto3a (aa-
nee — EC) npeacTaBneHo psaoM akToB, pac-
KpbiBalOLIMX COAepx)aHue BUoBaHKMpOBaHMS
1 VIHBIX K/IOUEBbIX OMpeieNeHnii B JaHHON che-
pe. Ho 1 cpean HWx OTCYTCTBYeT eanHas KOH-
LeNLUMs perynnpoBaHng 6rnobaHKnpoBaHms.

Tak, cornacHo [JlmpektnBe 2004/23/EC
Esponeiickoro  napnameHta 1 CoBeTa
0T 3111.2004° «yupexeHune no TKaHIM» 03Ha-
yaeT BaHK TKaHen, UK OTAeNeHne BONbHNLLbI,
UK Apyroe yupexaeHne, B KOTOPOM OCYLLIECT-
BASETCA AeATeNbHOCTb Mo 06paboTke, coxpa-
HEHMI0, XPaHEHWIO UMK pacnpeeneHnto Yeo-
BEUECKMX TKaHER 1 KNeTok. B obliem cmbic/e
[laHHOE MOHATME XOTA U NPUMEHUMO WCKHO-
UMTENBHO K TKAHAM U KNeTKaM YenoBeka, OHO
[aeT onpeaeneHune, 6AM3KOE K COAepXKaHMI0
nedaTenbHoCTH brobaHka Kak cybbekTa npasa.

B PeweHwnn EBponenckon  Kommccum
no peanusaumm 2013/701/EC ot 2211.2013"
3aKpenaeHo uMHoe onpeaeneHne 6uobaHka:
«KONNEKLUMS, XpaHUAWLIE M LEHTP pacnpo-
CTpaHeHWa BCex TWUMOB BMONOTMYECKUX 06-
pa3lUoB uenoBeka, TakUx Kak KpOBb, TKaHW,
knetkn nan AHK u/mnn cBa3aHHbIX C HUMK
NAHHbIX, TAKMX Kak COMyTCTBYIOLLME KANHNYe-
CKMe 1 uccneaoBaTenbCkmne AaHHble, a Takxke
BGUOMONEKYNSPHBIX PECYPCOB, BK/KOYAS MO-
NleNIbHble Y MUKPOOPraHn3Mbl, KOTOpble MOTYT
CNocobCTBOBATL  MOHUMAHMID  GU3MONOTUM
1 3aboneBaHNin Yenoseka». 3aeck 6UobaHK
paccmaTpuBaeTca yxXke Kak 06bekT npasa,
B NpOTUBOBEC Npeablayliemy akTy EC.

1 flupekmuga Eeponelickozo naprameHdma u Cosema Egponelickozo Cotoza 2004/23/EC om 31 mapma 2004 2.
00 YCMAHOBAGHUU CIMAHAAPIMO8 Kauecmaa u 6e30nacHocmu A9 doHOpcmed, NpuobpemeHis, KOHMPOAS, 06pa-
BOMKY, COXPAHEHUS, XpaHeHus U pacnpedeneHus Uerogeueckux mkaHell u kaemok (dokymeHm He delicmeyem).

Pexxnm foctyna: https://base. garant.ru/70266938/

" Commission Implementing Decision of 22 November 2013 on setting up the Biobanks and Biomolec-
ular Resources Research Infrastructure Consortium (BBMRI-ERIC) as a European Research Infrastruc
ture Consortium (2013/701/EU). (2013). Official Journal of the European Union, L 320/63. Available at:
https://eur-lex.europa.eu/legal-content/EN/TXT/HTML/?uri=CELEX:32013D0701
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CnepfoBatenbHO, MeXyHapoAHOe 1 eBpo-
neickoe peryampoBaHue 6Mo6aHKMpoBaHNS,
HECMOTPsl Ha CBO 0BWUPHOCTb, HE COAEPXKUT
eAVNHOM MO3MLMMN OTHOCUTENIbHO MPaBOBOM
CYLLHOCTW 61MO6aHKa 1 ero AesTeNbHOCTH.

B HalLMOHaNbHOM 3aKOHOAATENLCTBE HEKO-
TOPbIX 3apy6EXHbIX CTpaH 61MobaHKMpOBaHMeE
YperyanposaHo 6onee KOMMNAEKCHO, UTO Nof-
TBEpXAaeTcs Hannunem B Mcnanamn'?, Oun-
nsHaun®, Weeumn™, Hopeernn'®™, IctoHnn',
Benrpun’, N3paune', benbrum (Sterckx, Van
Assche, 2011), Wcnawmn'® v apyrux rocysap-

CTBax CreumanbHbiX 3aKOHOB, MOCBALLEHHBIX,
B UaCTHOCTW, BOMPOCAM CO3AaHWA, TMKBUAA-
LMK 61M06HKOB, MPUHLMNAM UX AeSTENBHOCTY.

Poccuitckas @egepaling Bce e 0THOCUTCS
K UMCNy TeX rocyAapcTs, B 3aKOHOAATeIbCTBE
KOTOPbIX YPEryMpoBaHbl Ulib OTAe/bHble
BOMPOCHI 61OBGAHKMPOBAHUS NPU OTCYTCTBUM
KOMMAIEKCHOrO 3akoHa (Cloja e OTHOCATCS
KHP (Cheng et al., 2013; Chen et al, 2015),
@paruns (Rial-Sebbag, Pigeon, 2015), Beaw-
KobpuTanmng?®, CLUA?, Nuang??, Bpasunnmna?,
ABCTpanuna® n ap.).

2 The Biobanks and Health Databanks Act No. 110/2000. Available at: https://www.government.is/publications/
legislation/act/2023-08-09-The-Biobanks-and-Health-Databanks-Act-No.-110-2000

3 Biobank Act 688/2012. Available at: https://www.finlex.fi/api/media/statute-foreign-language-transla-
tion/688021/mainPdf/main.pdf?timestamp=2012-11-29T22%3A00%3A00.000Z (accessed 31 March 2026).

' Biobankslag (2023:38). Available at: https://www.riksdagen.se/sv/dokument-och-lagar/dokument/svensk-for-
fattningssamling/biobankslag-202338_sfs-2023-38/#K1

® Lov om behandlingsbiobanker (behandlingsbiobankloven). Available at: https:/lovdata.no/dokument/NL/
lov/2003-02-21-12. (In Norwegian).
Lov om humanmedisinsk bruk av bioteknologi m.m. (bioteknologiloven). Available at: https://lovdata no/doku-
ment/NL/lov/2003-12-05-100. (In Norwegian).
Lov om donasjon og transplantasjon av organ, celler og vev (transplantasjonslova). Available at: https://lovdata.
no/dokument/NL/lov/2015-05-07-25. (In Norwegian).
Lov om medisinsk og helsefaglig forskning (helseforskningsloven). Available at: https://lovdata.no/
dokument/NL/lov/2008-06-20-44. (In Norwegian).

' Human Genes Research Act. Passed 13.12.2000. Available at: https://www.riigiteataja.ee/en/akt/516032026011

17.2008. évi XXI. torvény a humangenetikai adatok védelmérdl, a humangenetikai vizsgalatok és ku-
tatasok, valamint a biobankok miikodésének szabalyairdl. Available at: https://net jogtarhu/getpdf?do-
cid=a0800021.tv. (In Hungarian).

'8 Genetic Information Law, 5761-2000. Available at: https://www.jewishvirtuallibrary.org/isource/Health/Gene-
ticinformationLaw.pdf

" Ley 14/2007. de 3 de julio, de Investigacion biomédica. Available at: https://www boe es/buscar/pdf/2007/
BOE-A-2007-12945-consolidado.pdf. (In Spanish).

29 Human Organ Transplant Act 1989, art. 1. Available at: https://api.parliament.uk/historichansard/acts/hu-
man-organ-transplants-act-1989

2 National Organ Transplant Act of USA 1984, title 3. Available at: https://www.congress gov/bill/98th-congress/
senate-bill/2048/text

22 The transplantation of human organs and tissues act, 1994. Available at: https://www.indiacode nic.in/bit-
stream/123456789/15433/1/transplantation_of _human_organs_and_tissues_act%2C_1994.pdf

# Presidéncia da Reptblica Casa Civil Subchefia para Assuntos Juridicos. Lei N° 11105, De 24 De Marco
De 2005. Mensagem de veto Regulamento. Available at: https://www.planalto.gov.br/ccivil_03/ ato2004-
2006/2005/lei/[11105.htm. (In Portuguese)

2 Human Tissue Act, 1983 Australia, art. 32. Available at: https://legislation.nsw.gov.au/view/whole/html/inforce/
current/act-1983-164
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https://www.government.is/publications/legislation/act/2023-08-09-The-Biobanks-and-Health-Databanks-Act-No.-110-2000
https://www.finlex.fi/api/media/statute-foreign-language-translation/688021/mainPdf/main.pdf?timestamp=2012-11-29T22%3A00%3A00.000Z
https://www.finlex.fi/api/media/statute-foreign-language-translation/688021/mainPdf/main.pdf?timestamp=2012-11-29T22%3A00%3A00.000Z
https://www.riksdagen.se/sv/dokument-och-lagar/dokument/svensk-forfattningssamling/biobankslag-202338_sfs-2023-38/#K1 
https://www.riksdagen.se/sv/dokument-och-lagar/dokument/svensk-forfattningssamling/biobankslag-202338_sfs-2023-38/#K1 
https://lovdata.no/dokument/NL/lov/2003-02-21-12
https://lovdata.no/dokument/NL/lov/2003-02-21-12
https://lovdata.no/dokument/NL/lov/2003-12-05-100
https://lovdata.no/dokument/NL/lov/2003-12-05-100
https://lovdata.no/dokument/NL/lov/2015-05-07-25
https://lovdata.no/dokument/NL/lov/2015-05-07-25
https://lovdata.no/dokument/NL/lov/2008-06-20-44
https://lovdata.no/dokument/NL/lov/2008-06-20-44
https://net.jogtar.hu/getpdf?docid=a0800021.tv
https://net.jogtar.hu/getpdf?docid=a0800021.tv
https://www.jewishvirtuallibrary.org/jsource/Health/GeneticInformationLaw.pdf
https://www.jewishvirtuallibrary.org/jsource/Health/GeneticInformationLaw.pdf
https://www.boe.es/buscar/pdf/2007/BOE-A-2007-12945-consolidado.pdf.
https://www.boe.es/buscar/pdf/2007/BOE-A-2007-12945-consolidado.pdf.
https://api.parliament.uk/historic-hansard/acts/human-organ-transplants-act-1989 
https://api.parliament.uk/historic-hansard/acts/human-organ-transplants-act-1989 
https://www.congress.gov/bill/98th-congress/senate-bill/2048/text 
https://www.congress.gov/bill/98th-congress/senate-bill/2048/text 
https://www.indiacode.nic.in/bitstream/123456789/15433/1/transplantation_of_human_organs_and_tissues_act%2C_1994.pdf.
https://www.indiacode.nic.in/bitstream/123456789/15433/1/transplantation_of_human_organs_and_tissues_act%2C_1994.pdf.
https://www.planalto.gov.br/ccivil_03/_ato2004-2006/2005/lei/l11105.htm.
https://www.planalto.gov.br/ccivil_03/_ato2004-2006/2005/lei/l11105.htm.
https://legislation.nsw.gov.au/view/whole/html/inforce/current/act-1983-164
https://legislation.nsw.gov.au/view/whole/html/inforce/current/act-1983-164

Buo6aHKMpoBaHMe B HayKe

Ensa v 6onbliee eAWHCTBO B3ISA0B
Mo NOBO/AY MPaBOBOM CYLIHOCTW GUOBAHKOB
1 61MobaHKMpoBaHMa HabMofaeTca B Hayke,
B TOM YMcCie opuanyeckon. B Hayke cnoxu-
NIOCb [1Ba OCHOBHbIX HaMNpPaB/EHWUA HaYYHbIX
B3MNA40B OTHOCUTE/ILHO MPABOBOW MPUPOAbI
6106aHKOB.

BnobaHk Kak 06bEKT npaBa

Pas wccnenosatenein monaraet, uto 6uo-
6aHK 9BngeTcs 06beKTOM Npasa — KOANEKLM-
e Buomatepnanos. ITO HalNO OTpaxeHue
B pabotax IC. Bacunbesa (2018), M.M. Vme-
Koo (2020), A.A. MoxoBa (2018), A.N. ba-
nawosoit (2023), C.E. Kptokosoit n B.[l. Py3a-
HoBol (2021); C.X. CapmaHaeBa u ap. (2019);
BparuHa v ap. (2009); Pesnwnka n ap. (2016).

Tak, I'C. Bacunber (2018) paccmaTpuBaet
61obaHK Kak aTpubyTUPOBAHHYO KOANEK-
Um0 6Mo06pasLOB Y OTHOCALWENCA K HUM
NepcoHanbHON MHbOPMaLMKM LOHOPOB. AHa-
NOTNYHY0 no3uumio 3aHumaet M. imeko-
Ba (2020), KoTopag nosaraet, Yto GrobaHk
ABNFETCA CNOXKHbIM O0BBEKTOM, COCTOALLUM
M3 KONNEKLUMUM BUONOrNUecKnx maTepuanos
1 6a3bl faHHbIX, KOTOPbIE B3AMMOCBA3aHbI.

[aHHylo no3MumMio NOAAEPXMBAET paf,
MHOCTPaHHbIX MUCCiefoBaTeneil U opraHu-
3aUniA, cpeain KOTopbiX yueHble Artene 1 ap.
(2013), Kauffmann F, Cambon-Thomsen
A. (2008), Henderson G.E. et al. (2013), Es-
poreiickasa komuccns (Zika et al., 2010), Nc-
cneposatenbckas MHGpacTpykTypa 6uobaH-
KOB ¥ BromonekynspHoix pecypcos (BBMRI)
(Asslaber, Zatloukal, 2007), OpraHusauus

Mikhail I. Shandro
Legal Status of Biobanks

3KOHOMMWYECKOro COTPY/AHNYECTBA V1 pa3BUTHS
(OECD)™.

CornacHo nosuumm OECD, 6uobaHk npea-
CTaBngeT coboi Konnekumo Buonornyecko-
ro matepuana, CBS3aHHbIX C HUM AaHHbIX
N CONyTCTBYHOWEN MHDOPMaLNKN, XPaHSLLEN-
CS B OPraHM30BaHHOWM CUCTEME ANS HYX], Lie-
JIO NONYNAUMN MW ee 4acTn?®.

Bce BbilenepeunciaeHHble aBTOpbl B 06LIEM
NCXOAST W3 TOTO, UTO BUOBAHK NpeacTaBaseT
CoB0I CNOXKHBIA KOMMAEKCHbI 06BEKT NPaBa,
npuHaanexallnii opraHn3aLmnm, ocyLecTBs-
toLLen BUOBAHKMPOBAHME, COCTOALLWI U3 KO-
NeKUMn Bronormyeckux matepuanos, 6assl
[aHHbIX, NepCoHabHON MHBOPMALMN AOHO-
POB W WHOW CONYyTCTBYIOLLEN MHOOPMALLUN.
OHW MonaratoT, UTo Ha 0BBEKTHYH MpUpody
61obaHKa yKkasbiBaeT To, UTO pPacCMOTpeHue
6robaHKa B KayecTBe cybbekTa npasa Aullb
N0 NpW3HaKy HaauuMg BO BNALEHUW Cheuu-
duyeckoro MMylLecTea B BUAE KOMNEKLMM
6romaTepuanos HekoppekTHo. Cneaosatesb-
HO, MO WX MHEHWI, HEOOXOAMMO pa3nyaTh
opraHusaumnm, ocyllecTsasiolime 61MobaHKu-
pOBaHWe, 1 camu KonnekLumn bromateprnanos
(KptokoBa, Py3aHoBa, 2021).

BuobaHK KaK xpaHuauLLe uHoopmaumm
Cpean CTOPOHHUKOB 1Aen 06beKTHOM Npu-
pofbl 6MobaHKa ecTb No3nLUMs, YTO C YUETOM
cneundnkn 4eaTenbHocT 6ruobaHka, ceg3aH-
HOW C XpaHeHneM 1 06paboTko 0BLWMPHOrO
maccrBa MHGoOpMauun (3a4acTylo  AaHHble
0 COTHAX ThICAY U MUAIMOHAX Buomarepua-
N0B), K 61MOBaHKAM MOXET BbITb MPUMEHEH pe-
XUM XpaHuauniia 6onbwmnx gaHHbx (Big Data).

2 COECD. (2009). Guidelines on Human Biobanks and Genetic Research Databases. Available at: https://web-ar-

chive.oecd.org/2012-06-14/112430-44054609.pdf.

2 OECD. (2006). Creation and Governance of Human Genetic Research Databases. Available at: https://www.
oecd.org/en/publications/creation-and-governance-of-human-geneticresearch-databases_9789264028531-en.html
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https://web-archive.oecd.org/2012-06-14/112430-44054609.pdf. 
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https://www.oecd.org/en/publications/creation-and-governance-of-human-genetic-research-databases_9789264028531-en.html.
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[laHHas No3uLMa 0OCHOBaHa Ha BOCMPUATUN
6robaHKa He Kak COBOKYMHOCTY Belleit (6ro-
maTtepuanos), a Kak 60/blloi 6asbl AaHHbIX,
coepxallein MHGopmaumio o Kaxaom 6uo-
obpaste.

[lecTBUTENbHO, HE TOAbKO cam 6Buoma-
Tepuan npeAcTaBnseT OCHOBHYH LIEHHOCTb
N9 61obaHKa, HO 1 COMyTCTBYHOLLAS eMY WH-
dopmaumsa (Mmekosa, 2020). Noatomy npea-
cTaBneHve o bruobaHke Kak o 6ase JaHHbIX Xa-
pakTepHO AN8 MpakTUky 61MobaHKMPOBaAHNS
nHaykwn. KakykasbieaeTA.M. banawosa (2023),
Hepeako OTAeNbHble opraHusauuv (GrobaH-
K1) PerncTpupytoT CBOW npaBa Ha COOTBET-
cTBytoWMeE 6a3bl JaHHbIX. Tak, 8 2020—2023 rT.
3aperncTprupoBaHO HECKoAbKo 6a3 AaHHbIX,
npaBoobaafaTeENAMK  KOTOPbIX  BbICTYNUAN
OIrBYH «HaumoHanbHbIA  HayYHbIA  LEHTP
Mopckoi 6uonorun umeHn AB. XKupmys-
ckoro» JlanbHeBOCTOYHOrO oTaeneHns PAH
(Mopckoi 6robaHk); PrbY «HaumoHanbHbIN
MeAVUMHCKNA  UCCNeaoBaTeNbCKUA  LEHTP
oHKkonormw»  MwuHzapaBa Poccuu; OIBHY
«HayuHo-1ccneaoBaTeNbCKUn MHCTUTYT 6KO-
MeAVLMHCKON xummnn nmenn B.H. Opexosu-
ua» (brionornueckme matepuansl) 1 np.

OAHVM 13 NPUMEPOB MOAXOAA O pacCcMo-
TpeHun 6uobaHKka Kak XpaHuauiia MHPOp-
maumy gBageTca 6asa AaHHbIX 6robaHka
HayuHo-nccnenoBaTenbCckoro MHCTUTYTa Me-
NMLMHCKOR reHeTukn CUbrUpcKoro oTaAeneHNs
Poccunckon axkafemmn MeanuUHCKUX Hayk,
KOTOpas COCTOUT U3 YeTblpeX OCHOBHbIX B3au-
MOCBSI3aHHbIX pa3fenos: «OCHOBHas MHOOP-
mauma MHAMBKA)» (MHbopmaLng 06 obbekTe
NCCAeaoBaHng, aHamHes, 3abonesaHus, pe-
3yNbTaThl UCCNEAOBAHNIA, POACTBEHHbIE CBA-
31); «O6pasLbl 6KUONOTNUYECKOrO MaTepuana»

(MHdopmauns o AHK, pekBusutbl 06pasua);
«Pe3ynbraThl MOJEKYNSIPHO-TEHETNYECKOTO
aHanmsa (reHoTun)» (Ha3BaHUA 1 onNucaHus re-
HOB, NOAMMOPGHbIE BAPUAHTbI, FEHOTUMbI, pe-
3yNbTaThl CEKBEHMPOBaHUS 1 aHanu3 MTAHK);
«[Monb3oBatenn» MHbOpMaLMs o Nonb3oBaTte-
ngx 6a3bl AaHHbIX) (ByiikuH v ap., 2012).

PacnpocTpaHeHHOCTb noAxoja O pac
CMOTpeHNn 6robaHka Kak XpaHuauua WH-
dopmalmn npvBena K TOMy, YTO MOSBMAACH
KaTeropusi BUPTyafbHbIX OUMOGAHKOB, KOTO-
pble MPeACTaBASOT COBOM UCKMOUNTENBHO
XpaHuauile MHbopmauum o briomatepranax,
HO He coaepaT cammx bromatepuanos (bos-
TaHoBa, MimekoBa, 2021).

BesycnoBHo, 6MoGaHK BK/UaeT 6asy
NAaHHbIX, B KOTOPOW MPOWCXOAMT XpaHeHue,
obpaboTka ¥ aHanu3 LeHHOM UHGopmaLmm
0 6uomatepuanax. [lomumo nepeuncieH-
HbIX MPUMEPOB 3TO MOATBEPXAAETCH CO3Aa-
HMem HalunoHanbHoM 6asbl reHeTnyeckow
nudopmaumm (FMMC HBIM) Bo ucnonHeHne
cT. 101 ®epepanbHOro 3akoHa o1 05.071996
No 86-P3 «O rocyaapcTBEHHOM peryanpoBa-
HUKM B 061aCTU FeHHO-UHXEHEPHON AesTesNb-
HOCTW» .

BmecTe ¢ Tem cneumduka 6robaHkposa-
HWA, ero CBA3b C MeAMLWHON, Haykol u 06-
pa3oBaHMEM He MO3BOASIOT OrpaHUUNTL GUo-
6aHK npeaenamum MHOGOPMAUMOHHON 6asbl,
a buobaHkMpoBaHre — 06paboTKol MHGOP-
mauum. NomMrmo 6asbl CMCTEMATU3UPOBAHHON
NHGopMaLmn BrobaHKMpoBaHWe npeanona-
raeT Hasuume creumann3mpoBaHHoro obopy-
[0BaHMA, KBaNMOUUMPOBAHHOIO NepcoHana,
PYKOBOACTBA, OPraHM3auUWOHHY CTPYKTYypy
n np. CnenosatenbHo, 6GUMOGAHKMpPOBaHKE
BK/IKOUAET CO3JaHue W 1Cnoib3oBaHue 60b-

7 DedeparbHplii 3aKoH om 05.071996 No 86-D3 «O 20cydapcimeeHHOM pezyAuposaHuu & 0BAACHIU 2eHHO-
UHXXeHepHol desmenbHoCMU». Pexxum aocTyna: https://base garant.ru/10135402/
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WnX JaAHHbBIX U 6a3bl AaHHbIX, HO HE nc4epnbl-
BaeTcd MUMN.

BnobaHk Kak cy6bekT npasa

CTOPOHHUKM MPOTUBOMONOXHON MO3ULMN
nojaratoT, uTo 61MobaHK aBNgeTca CybbekToM
npasa. Hanbonee nonHoe onpeaenexHve 61o-
HaHKa Kak cybbekTa npasa chopmynmposana
M.H. Maneuna (2020): 6nobaHK — «KOMMEp-
ueckas WM HekoMMepueckas opraHusaums,
NpodpeccroHanbHO 3aHMMaloLWascs coopom,
TecTUpoBaHuWeMm, 06paboTKON, XpaHeHuem
6romaTepuanos yenoseka v ero ukcaLmei
B 6a3e AaHHbIX, a TakXKe B HEKOTOPbIX CAyYasx
NONOMHWUTENBHO — HayYHbIMWU UCCNea0BaHUS-
MU 1 (MAK) NpefocTaBneHnem bruomatepuana
bU3NUECKIM W IOPUANYECKMM LLAM 32 NAaTy
1nn 6e3B03ME3LHOY.

Kak ykasbiBanocb paHee, paccMOTpeHue
6robaHka B KauecTBe cybbekTa mpasa cre-
AYeT W3 WMEIOLMXCH B POCCUIACKOM MpaBo-
nopaake crneumanbHbX akToB, B Y4aCTHOCTY
13 3aKOoHa O KNETOUHbIX MpoaykTax, Mpukasa
MwuHzapasa Ne 842H, TOCT P ICO 20387-2021,
[OCT P 71251-2024 v ap.

AHANOTUYHbIE NO3ULWN NPEACTABNEHbI B UC
cnefoBaHuax MexayHapoaHoro coobliecTsa
no BUONOTMUECKUM W 3KONOTMYECKMM perno-
3uTopuam (ISBER)?®, yuenbix [1.0. OcmaHoBO
(2024), A.N. Banawoson (2023), A. Abanomu
(EponkuH, 2015), M. Mosaccaru, A. Xoaxar,
[M. Jliocu, Y.X. VoHr, PP. Yunsamc, M.JL. Xa-
patv (2019) v ap.

CornacHo cy6bekTHOW KoHUenuuu, 6uo-
6aHK — 3TO He TOMbKO COBOKYMHOCTb BMoma-
TEPUANOB M CONYTCTBYHOUWEA MHOpMaLMK,
HO W OpraHu3aumsg, CamoCTOATENbHO OCy-

Mikhail I. Shandro
Legal Status of Biobanks

wecTeAsoulas 6uobaHkMpoBaHme — creuu-
brueckyio edaTeNbHOCTb 419 Lenei Meanum-
Hbl, HAyKW, 06pa3oBaHus 1 ap.

Hecmotpa Ha 0603HAUYEHHYIO MPaBOBYIO
AVCKYCCMIO, MaNio KTO W3 YYeHbIX MpeacTas-
NAN OBOLLECTBEHHOCTU Pe3y/ibTaThl HayUYHOTO
MCCNefoBaHNa NPaBoBoro craryca (pexmma)
6rnobaHka, KOTOpoe NpMBENO 6bl K BbIBOAY,
uTO BUOBAHK ABASETCA CyEbEKTOM UK OObEK-
TOM Mnpasa.

Mpu paspaboTke fJaHHOW npobrema-
TUKM  HEoBXoAMMO  0bpaTWTb  BHUMaHKeE
Ha OOLLeNpPaBOBON TEOPETUYECKUI MOAXOL,
K XapakTepuctuke cybvekta npaga. 1o mHe-
Huio FD. LepuieHesuya (1911), «cy6bekTbl —
3TO Te LEHTPbI, OKOIO KOTOPbIX BO/EKD 3aKOHA
06bEAMHAIOTCA  OPUANYECKME  OTHOLLEHMS,
06pasys 060c06NEHHbBIE KOMMIEKCI».

Kak otmeyan C.C. Anekcees (1982), BO3MOX-
HOCTb BbITb Cy6bEKTOM MpaBa onpeaenseTcs
Ha/MYMeM NPaBoCyObEKTHOCTH, B CBA3M C UEM
NOHATUE «CyObeKT MNpaBa» CoAepXaTe/bHO
COOTBETCTBYET  MOHATWIO  «MPaBOCYObLEKT-
HOCTb». [pK 3TOM NpPaBOCYObLEKTHOCTL Npej-
nonaraeT Hajauyme npasocnocobHocTn (cno-
COBHOCTW 06nafaHna NpaBamMn U HeceHns
0643aHHOCTEN) ¥ AeecnocobHocT (cnocob-
HOCTM K CAMOCTOSTEIbHOMY OCYLLECTBAEHNIO
npas u obasanHocten). [ng cybvekra npa-
Ba, no C.C. Anekceesy, xapakTepHO Haanuume
cNefyowWmx NprU3Hakos: a) BHewHsa 060co-
671eHHOCTb; 6) nepcoHndmKauns (BbicTyne-
HUE BOBHE B BUAE AMHOr0 INLA — NEPCOHbI);
B) CMNocobHOCTL BbipabaTbiBaTh, BbipaxaTh
M OCYLLECTBAATH  NEPCOHUOULMPOBAHHYIO
BoM0. [lpoBepumM cooTBeTCTBME GUOBaHKa
YKa3aHHbIM KPUTEPUAM.

% International Society for Biological and Environmental Repositories. (2023, December 1). ISBER launch-
es new best practices: Recommendations for repositories, fifth edition. Available at: https://www.isber.org/
news/659281/ISBER-Launches-New-Best-Practices-Recommendations-for-Repositories-Fifth-Edition.htm
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BHewHas  obocobneHHocTh  BrobaHka
HE BbI3bIBAET COMHEHWA, MOCKOMbKY MOA-
TBEPXKAAETCA Kak MUHUMYM Hannumem y 6ro-
6aHKa Creumnanu3anpoBaHHOro MoMELLEHNS,
XpaHuaua, paboTHWKOB, 6GromaTepuanos
W NPOYMX MATEPUANbHBIX 61ar, HAXO4ALLMX-
Cq B COBCTBEHHOCTW WM Ha MHOM BELLHOM
npase. [lofo6HbI  NOAXOA MOATBEPXKAA-
ercs u nosmumen MwuHzgpasa Poccuun, un3-
NOXeHHoW B [lpukase N° 842H, MO BCemy
TEKCTY KOTOPOro COAEPXKATCs KOCBEHHblE
CBWAETENbCTBA O CyObEKTHOW Mpupose 6uo-
6aHKka: B pasgene lll («nepcoHan brobaHka),
B nyHKkTe 11 («aAMUHUCTPATUBHO-BLITOBbIE
nometleHms 61MobaHKkoB»), B NyHkTe 21 («pe-
MOHT, TexHuyeckoe obCayxuBaHue, nosepka
n (Mnn) Kanmbposka obopyaoBaHus B 6MO-
HaHKax»); B MyHKTe 23 («mepcoHan 6uobaH-
KOB») 11 Ap. B npeambyne noKymeHTa yKa3aHo,
UTO KOMMEHTUpYEMble TpeboBaHWa onpeae-
NS0T OpraHn3aumio U AesTenbHOCTh 61uobaH-
KoB. EABa v BCe ykasaHHoe (nepcoHasn, no-
MelleHus, 06opyAoBaHME U Np.) MOXET BbiTb
CBOWCTBEHHO 418 06bekTa MnpaBa. B cBsA3m
C 3TUM oTpaxeHHoe B [pukase MuHsapasa
Poccnn Ne 842H dopmanbHoe pasrpaHuyeHme
TEPMUHOB «BUOBAHK» U «CyObEKT 06paLLEHNS
OUOMEANLMHCKMX  KNETOUHbIX  MPOAYKTOBY
BbIMAANT BECbMA NPOTUBOPEUNBbIM.

MepcoHndukauma 6robaHka noaTBepXKAa-
eTca A0MYCTUMOCTbIO CO3AaHNs U QYHKLMO-
HMpoBaHMa 6uobaHKa B BWUAE OTAENbHOW
opraHusauuv (ee noapasaeneHns), yto noa-
TBEPXAAETCA aKTUBHOM MpaKkTUKOW 6GuobaH-
KWPOBAHNS.

YTo KacaeTcqa Hanmuma y 6uobaHka nepco-
HUOULMPOBAHHOM BOAKM Kak 06s3aTeNbHO-
r0 31emMeHTa MpaBoCyObEKTHOCTU, TO AaH-

Has Kateropus TpebyeT 0CO60ro CAOXHOMo
NCKUXONOro-nNpaBoBoro aHanmsa. Kak nucan
dpaHuyscknii dunocod PeHe [exapT (UmT.
no: MiBaHHWKOB, 2006), «BOAS — 3TO AyXOBHOE
Hayano, CnocobHOCTb Ayl HOPMUPOBATH XKe-
NaHve 1 onpeaenaTb NOBYXAeHWE K 1060My
[eNCTBUIO YesoBeKa, KOTOpoe Hesb3s 06bac
HWTb Ha OCHOBE pedaeKTOPHOTO MPUHLMNAY.
VcKNoUMB aeanncTMyeckyo COCTaBASIOLLYIO
[AHHOTO MOHATWS, MOXHO ONpeAennuTb BOMO
Kak CMoCOBHOCTb K CO3HATE/IbHOMY CamoCTo-
aTenbHoMy noBefeHnto. CxOxXyr Mno3uumio
3aHuman O, WepweHesny (1911), KOTOpbIN
0003HaUMA B3aMMOCBA3b JENCTBUS U BOAW:
«[lefiCTBUE MpeacTaBigeT coboit BbipakeHve
BOMM C TOUKW 3peHUst I0pPUANYECKON — BONU
3penoi U co3HaTeNbHOW».

Mockonbky 6WOBaHK B cuay crneundnkn
CBOEN [esTeNbHOCTM  OCYLLeCTBAsET CcHOp
M XpaHeHue 6romaTepuanos, aHanusmpyet
1 06pabaTbiBaeT COMyTCTBYIOWME UM AaHHbIE,
nepefaeT buomatepuansl Ha wccnenoBaHue
1 coBeplaeT ANf 3TOro rpaxAaHcko-npaBo-
Bble CAENKM (@ cAenka B 0OLIEM CMbICIE eCTb
He UTO MHOE, Kak 06beKTUBMpPOBaHHAS BOAS
(Arapkos, 1946; Eropos, 2004; KawawH, 2007,
Kypmauwes, 2007; HoBuLKMiA, 1954; OreH3mxT,
1983, laHoB, 2011)), 3HaUMT, BblpaXKaeT BOHO,
KoTopas SIBASETCS OCHOBOMOMAralLWmnmM npu-
3HaKOM BrobaHKa Kak cybbekTa npasa.

lpuBeaeHHble MOAXOAbI MO3BONAIOT YCTa-
HOBWTb HajMuMe BCEX HEOBXOAMMBIX KpuTe-
PUEB 1 NPUIATK K BbIBOAY, UTO BUOBAHK — 3TO
cybbekT npasa.

OcobeHHO pacnpocTpaHeHHbIM B MOCAeA-
Hee Bpems ABAseTCs ynoTpebneHne TepmmHa
«OnobaHK» K pasinMuyHOro poda opraHu3sauu-
aM, OCYWLECTBASIOWMM BUOBAHKMPOBAHNE.

22 Cm., Hanp.: buobark @r6Y HMULL TIIM M3 P®. Pexxum gocTyna: https://biobank gnicpm ru/
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7O CBWAETENLCTBYET, YTO NpakTuKka 6robaH-
KWpOBaHUs paccmatpuBaeT 6MobaHK Kak ca-
MOCTOATE/bHbIV CYOBLEKT NpaBsa.

OpraHusaumio,  OCyLeCTBASOWY0 — 61Oo-
GaHKMpoBaHWe,  LenecoobpasHo  npusHa-
BaTb 6MOGAHKOM, Kakylo 6bl  OCHOBHYHO

[eqaTeNlbHOCTb MpY 3TOM OHa HW OCYLLEeCT-
BNAMA, UTO MNOATBEPXKAAET CYLIECTBOBaHMeE
MEANLMHCKMX,  HayUYHO-UCCAef0BaATENbCKUX
1 obpasoBaTe/ibHbIX 6M06AHKOB, OCHOBHas
[eqaTeNlbHOCTb  KOTOPbIX — COOTBETCTBEHHO
oKasaHMe MeAMUMHCKMX YyCayr (MOMOLLW),
NpPOBEAEHUE HayUHbIX MCCAeNOBaHUIA U OKa-
3aHMe 0bpasoBaTebHbIX YCayr. Ha npakTuke
N9 OCYLLECTBAEHNS BUOBAHKUPOBAHWUA MO-
N06HbIE OpraHMsaumMnM Co34alT OTAENbHbIE
cneunanmsnpoBaHHbie 6MobaHknm 1AM obpa-
3YI0T B CBOEM COCTaBE COOTBETCTBYIOLLME MOA-
pasfeneHua. Npumep — 6MobaHK CTBONOBbIX
KneTok «femabaHK», KOTOpbI ABASETCa NOA-
pazgenerviem MAO «MexayHapoaHbIi mean-
LUMHCKUI LeHTp 06paboTKM 1 KpUOXpaHeHus
matepuranos» (MAO «MMLLE»)*.

Mpw 3TOM 6KOBAHKMPOBaHME — 3TO 0cobast
NedaTeNbHOCTb, OCyllecTBAgeMas B Cheun-
afbHOM TMOpsSAKE B OTHOWEHUW HEeopAu-
HapHbIX 0OBLEKTOB. ITO npegonpeaenset
Haanume y 6uobaHka 0coboro MpaBoBOro
cTaTyca, KOTOPbI 3a4acTyto JOMNONHSAET CTaTyC
MEANLIMHCKON,  HayYHO-WUCCAea0BaTeNbCKO
1AM 0bpasoBaTeNbHOM opraHmsaumnm. Hanpu-
Mep, K MeAWUMHCKMM 6robaHKam npeabss-
ngTCca TpeboBaHmMd, Kacalolmecs nopsaka
KPUOKOHCEPBALMM W XPAHEHWUS  MONOBbIX
KNETOK W TKaHel, B YacTHOCTW obg3aTenbHoe
Hanuume KpruoxpaHunma®'.

Mikhail I. Shandro
Legal Status of Biobanks

C ydyeToM NpPOBEAEHHOMO WCCAEN0BaAHNS
NpaBoBOW NpUpoabl BrobaHka npeanaraeTcs
chopMynMpoBaTh ABTOPCKOE OnpeaeneHne
6uobaHKa Kak opraHusauum (ee nogapasaene-
HUS), OCYLLECTBAMIOWIEN BCE UMW OTAE/bHblE
BUAbI AedTenbHOCT Mo cbopy, 06paboTke,
npuobpeTeHnto, XpaHeHuio, nepegade u nc
CN1ef0BaAHMI0 BUONOTNYECKUX MATEPUANOB Ye-
NIOBEKA, KMBOTHbIX, PACTEHUI, WHbIX OPraHin3-
MOB U COMYTCTBYIOLLENA UHGOPMALMM O HUX
NS NOCTUKEHUS  MEAMUMHCKMX, HayUHbIX,
06pa3oBaTeNbHbIX 1 MHbBIX LEEN.

MpaBocnoco6HocTL 6GU06aHKa

Crneumndrika 6robaHKMpoBaHUS He AomycKa-
er cBO6OAHOTO MPUMEHEHUS K HeMy 0BLIMX
JOrOBOPHbIX KOHCTPYKLMA 11 COOTBETCTBYIOLLMX
NONOXEHUI  POCCMIACKOTO  3aKOHOAATENbCTBA
6e3 yyeTa 0COBEHHOCTEN MPaBOBOTO peXMMa
KOHKpeTHoro 6uomatepuana. Kak oTmeuaer
M.H. ManeunHa (2020), camo no cebe ynotpebne-
HMEe B OTHOLWEHUW BrobBaHKa TEPMUHOB «B1O-
JENO3UTAPUI» 1 «XPaHWNLLIE> He MO3BOAAET
pacnpoCTpaHnTh Ha B10BAHKMPOBAHNE HOPMbI
[paxxaaHckoro komekca Poccuiickont denepa-
UMM O XPaHEHUU. AHANOTVUHbIE OTPaHNUYEHUS
JIEMCTBYIOT U B OTHOLIEHUW APYTUX BUAOB Aes-
TeNbHOCTN B1oBaHKa, TaKMX Kak NpUobpeTeHue,
nepejaya W uccneaoBaHve 6Buomatepuanos
BBMAIY VX 0COBOro MpaBoBOro pexuma (Mane-
nHa, 2020; ManeuHa, 2021; OctaHuHa, 2023).

B uacTHoCTW, BrobaHKMpoBaHue Buomate-
pUaoB UeNoBEYECKOrO MPOUCXOXAEHMS OMo-
CpeayeTcs oKasaHMem MeaULMHCKUX YCAYT.
Mpn 3TOM COOTBETCTBYIOLWIAS AeATeNbHOCTb
ABNAETCA TNLIEH3UPYEMON.

30 Temabank. BaHk cmeonosbix kaemok. Pexxmum gocTyna: https://gemabank ru/o-gemabanke

' Mpukas Munadpasa Poccuu om 31.07.2020 N° 803H «O nopadke UCN0Ab308AHUS 8CHOMOZAMEAbHbIX penpodyK-
MUBHBIX MEXHOAO2UU, NPOMUBONOKAAHUSIX U 02PAHUHEHUIX K UX NpUMeHeHU0»> (00KYMeHN He 8CHYNUA 8 CUAY).
[yHkm 30. Pexxum goctyna: https://www.garant.ru/products/ipo/prime/doc/74676088/
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Tak, noctaHoBneHvem  [lpaBuTENbCTBA
Poccuitickon  ®epepaumnm  oT  01.06.2021
No 852 K NUUEH3MPYEMbIM BUAAM MEANLUH-
CKO 1€4T€NBbHOCTM, B YaCTHOCTH, OTHECEHBI:

— 3ab0p, XpaHEHWE ¥ TpaHCNOPTUPOBKa re-
MOMO3TUYECKMX CTBONOBbIX KNETOK;

—3abop, KpWOKOHCEpBaLWS, XpaHeHue
M TPaHCMOPTMPOBKA MOMOBbIX KAETOK W TKa-
Heli penpo/yKTUBHbIX OPraHoB;

— 3aroTOBKa, XpaHeHue [OHOPCKON KPOBU
N/MNn ee KOMNOHEHTOB;

— V3bATME, XpaHEHUE W TpaHCMNopTMpoBKa
OpraHoB M/WAN TKaHEN uvenoBeka ANa TpaHc-
nnaHTaumm;

— Mopdonornyeckme ccneaoBaHns TkaHei,
reHeTuueckmne n Apyrue nccaenoBaHms;

— XpaHeHwe npenapatos JHK??.

AHafnorvuHble BUAbl  AeaTeNbHOCTM  3a-
KpenneHbl B npukasze MuHzapasa Poccun
0719.08.2021 N° 866H>.

B cuny n. 30 npukasa MuH3apasa Poccum
oT 31.07.2020 N° 803H KpUOKOHCEpBaLLUS
I XpaHeHKne NoNoBbIX KNEeTOK, TKaHei penpo-
JYKTUBHbIX OpraHoB M 3MOBPUOHOB OCYLLECT-
BAAETCS MEAMLMHCKON opraHn3aumnein’,

CnenoBatenbHo, cneuuduka npaBoBOro
cTaTyca 6uobaHka v ero AeaTenbHoCTU CBU-
NETeNbCTBYET O TOM, UTO H6robaHk obnasaet
cneumanbHoi NPaBoCnoCcobHOCTLIO.

BmecTe ¢ TeM OTKpbITBIM U TpebytoLmum oT-
A€eNbHOM NpopaboTky ABASETCS BONPOC, KaKO-
Ba MPaBOCMOCOGHOCTb MCCAEA0BATENLCKOTO
6106aHKa, KOTOPbIA OCYLLECTBAAET TPAHCMOP-
TUPOBKY, XpaHeHne 1 uccnenoBaHne 6ruoma-
TEpUaoB, He CBA3AHHbIX C WX AabHEALINM
UCMO/b30BAHNEM B MEAULMHCKMX LENdx: Le-
NecoobpasHo MM pacnpocTpaHeHue Ha Hero
«MEAULMHCKMX» MPABOBbIX HOPM C COOTBET-
CTBYIOWMMI NOCAEACTBUAMW A NPaBOCMO-
cobHOCTM 6KobaHKa M MPaBOBOrO pexuma
COOTBETCTBYIOLLMX GLOMATEPUATIOB.

COOTHOLLEHME NOHATUI «6NoBaHK»
M «XpaHUInLL,Ee»

BuobaHk npeacrasnger cobon  opramHu-
3aUMI0,  OCYLLECTBAAIOWYIO  AEATENbHOCTD
B OTHOLWEHWK BUOMATEPUASIOB, KOTOPbIE 3aYa-
CTYI0 CrPYNNUPOBaHbI B KOANEKLWM N0 onpe-
JeNeHHbIM npusHakam. Tak, 6uobaHk PrbY
«HaunoHanbHbI  MEAULMHCKUI  UCCNeao-
BaTENIbCKMI LEHTP Tepanuu 1 nNpodunaktu-
yeckom mMeamumHbel» MuHsapasa Poccum co-
LAEPKUT 44 pasfnyHble KOMNeKLMN, Kaxaas
13 KOTOPbIX COAEPXMUT 0COBeHHble 0bpasLibl,
VIMEET Lie/b, KOMAH/Yy UCcienoBatenei u pe-
TMOH c6opa Bruomatepunanos®.

CnepoBatensHo, koinekums tuomarepua-
JI0B — 3TO VWb OAMH W3 31EMEHTOB BUObAH-

32 [oAoxkeHUe 0 AUYeH3UpOBAHUY MeOUYUHCKOU OesimeAbHOCMU (3 UCKAOYEHUeM YKA3aHHOL deameabHOCMU, 0Cy-
WecmeAaemoli MedUUUHCKUMU 0p2aHU3aUUamMu U Opy2umu opeanu3ayuamu, 8Xo09uUmMu 8 UacmHylo cucmemy
30pasooxpaHeHus, Ha Meppumopuu UHHOBARUOHH020 UeHmMpa «CK0AK0B0»), ymeepxdeHHoe NocmaHoeAeHuem
[pasumenncmea Poccutickoii @edepayuu om 01.06.2021 No 852 «O AUUeH3UpOBAHUY MedUUUHCKol desmebHo-
cmu (3a UckAtoueHUeM yKasaHHol 0eqameAbHOCMU, 0CYUuiecmensemoli MeAUUUHCKUMU 0p2aHu3auuamu u dpyzumu
0p2aHU3AUUIMUY, BXOOTULUMU 8 YACHIHYIO CUCMEMY 30paBOOXPAHEHUS, HA MepPPUMOpUY UHHOBAUUOHHO20 YeHMpa
«CK0AKOB0») U NPUSHAHUYU YMpamuguiumu cuAy Hekomopbix akmoa [Mpasumeabcmea Pocculickoli Pedepayuu».

Pexxum foctyna: https://base.garant.ru/400846456/

* [Mpukas Muradpasa Poccuu om 19.08.2021 N° 866H «O6 ymeepxdeHuu Kaaccugukamopa pabom (ycaye), cocmas-
AOUUX Me@uuuHCKyro degamenbHocmb». Pexum focTyna: https://base garant.ru/402680780/

** Tpukaz MuHadpasa Poccuu om 31.07.2020 No 803H «O nopsdke UcnoAb308aHus 8cnoMo2ameAbHbiX penpodyk-
IMUBHbIX IMEXHOAO2U, NPOMUBONOKASAHUIX U 02PAHUHEHUIX K UX NpUMEHEeHUI0» (3apeaucmpuposaHo 8 MuHwcme
Poccuu 19.10.2020 N0 60457). Pexxum goctyna: https://base garant.ru/74776088/

* Buobank OreY HMULL TIIM M3 P®. Pexknm gocTyna: https://biobank gnicpm ru/
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Ka, HETOXAECTBEHHbIN emy. Bonee Toro, camo
no cebe BrajeHne crneundpuyecknm UmyLie-
cTBOM (BMomatepuanamu) v OCyLLECTBAEHWE
KoMmieKca paboT Mo ux cOopy, XpaHeHuio,
06paboTke 1 UCCAenoBaHMI0 GOPMUPYET 0CO-
Oblit BUA, AeSTeNbHOCTI — BUOBaHKMpPOBaHMeE,
uTO Npeaonpeienser CyLecTBoBaHNe 0cobo-
ro cy6bekTa 3To AesTenbHOCT — 6ruobaHKa.

3aknoueHue

Mpu3HaHne 6robaHka cy6GbekToM MpaBa
ABNSETCS NPaBOBOM HEOBXOAMMOCTbIO, CleAy-
foLLelt 13 0cobeHHOCTEN ero NpaBoBOro CTaTy-
ca, pexxuvma AesTenbHOCTV U NpuHanexalle-
ro emy MMyLLIeCTBa.

C y4yeToM NpOBEAEHHOro aHa/in3a Hopma-
TUBHBIX W [OKTPWHA/bHbIX MO3WLWIA aBTOp
npeanaraeT cobcTBeHHOe onpejeneHne 61o-
6aHKa Kak opraHusaumum (ee noapasaenexus),

CMNCOKJINTEPATYPbI

Mikhail I. Shandro
Legal Status of Biobanks

OCYLLECTBASIOWIEN BCE WA OTAE/bHbIE BUAbI
aedatenbHocTn no cbopy, obpaboTke, nprnob-
PETEHWIO, XPAHEHWIO, Nepefaye W 1ccienosa-
HUIO BMONOMMUECKMX MaTEpPUANOB YenoBeka,
XUBOTHBIX, PACTEHNIA, MHbIX OPraHU3MOB 1 CO-
NyTCTBYIOLLEN UHPOPMALLM O HUX ANS AOCTU-
XEHMA MEIMUMHCKMX, HayuHblX, 06pa3oBa-
TE/IbHBIX U MHbBIX LENE.

BbileykazaHHOE CBUAETENLCTBYET O HEOb-
XOAMMOCTU YCTPAHEHMUs MPaBOBOM Heomnpe-
[ENeHHOCTU B POCCUIACKOM MPaBOMOPAAKE,
uTO TPEBYET NPUHATIA CMELMANLHOM 3aKOHa,
KOMMIEKCHO PEryMpyoLLero Bonpockl 6uo-
6aHKMPOBAHMA, KOTOPbIA 3aKkpenas bl npa-
BOBO¥I CTaTyC 61obaHKa 1 NPaBOBOM pPexum
ero AedaTensHocTu. Mogo6HbIM 3aKOHOM MO-
XET CTaTb N KOMMIEKCHBIA 3aKOH O reHeTnue-
CKUX TEXHOIOMUAX, HEOBXOAMMOCTb MPUHATUS
KOTOPOro 06BEKTUBHO Ha3pena.
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Moaxoabl K NpaBOBOMY peryinpoBaHuio 06palleHus
reHeTUYeCKon MHPOpMaLIMU U FreHeTUUEeCKUX AaHHbIX
yesioBeka Ha npumepe Kurtaickoin HapogHoit Pecny6imku
Anexceii B. Ky6biwkux =

YHusepcutet umenu O.E. Kytaduna (MI'OA), MockBa, Poccuiickas Qepepauns

AHHOTaLUA

Lenb nccnepoaHuns. CraTbs NoCBsLLIEHa aHAM3Y NOAXOLOB K NPaBOBOMY PEryampo-
BaHMIO ObpalleHNs reHeTUYeCkon NHbopMaLmMn 1 reHeTUYECKMX aHHbIX YenoBeka
B Kutaiickoit HapoaHoi Pecnybauvke. AKTyanbHOCTb MCCNeA0BaHWS 0bycnoBieHa
NPeACTOSLLMM BCTYMNAEHWEM B CUAy C 1 ceHTABps 2026 1. nonpasok B PenepanbHbii
3aKoH Ne 86-3 «O rocynapcTBeHHOM PerympoBaHum B 061aCTi reHHO-MHXeHePHON
NEATENLHOCTWY, KOTOPbIE BBOAAT MOHATUE «TEHETUYECKME AAHHbIE YE0BEKA» N YCTa-
HaBAMBAIOT OrPaHNYEHNS HA UX TPAHCTPaHUYHYIO Nepeaady. B 3To ceg3v npeacrtas-
NAETCA HEOBXOAMMbIM U3YUNTh 3apYBEXHbIF OMbIT, B YacTHOCTY KuTag, obnaaatolero
pa3BWTOV CUCTEMOW MPaBOBOrO PeryinmpoBaHnsg B LaHHOW chepe, AN BO3MOXHOO
1CNONb30BaHNS Ero NONOXMTENbHbIX NPakTUK B Poccuiickon Peaepaunm.

MeTozbl. B xoze nccnefoBaHms CNonb3oBannch 0bLieHayYHbIE METO/bI (@QHANN3, CUH-
Te3, 0606LIeHNE), @ TAKXKE CreLlyanbHO-IOPUANYECKE METO/bI: CPABHUTEILHO-NPABO-
BOW, GOPMaNbHO-IOPUANYECKIIA U LOTMATUYECKIIA. [TpOBEAEH aHaNN3 JOKTPUHANbHbIX
NCTOYHMKOB POCCUMCKUX W KNTaMCKMX aBTOPOB, HOPMAaTVBHbIX NPpaBoBbIX akToB KHP,
B TOM uncie 3akoHoB «O 6robesonacHoCT» 1 «O 3aLiMTe NEPCOHaNbHBIX AAHHbIX»,
a Takxe [lonoxeHns o6 ynpaeneHMU YenoBeveCKUMW FeHETUYECKUMI pecypcamu
W VIHBIX MOL32KOHHbIX akTOB. JLONOMHNUTENbHO M3YUEHbI IMMUPUYECKME AaHHbIE O An-
HaMVKe AAMUHUCTPATUBHOIO NNLEH3NPOBaHWS B 2021-2024 rT.

PesynbtaTbl. BbiaBneHo, UTo KMTalickas Moaenb peryinpoBaHnga obpalleHus reHeTu-
UeCKMX aHHbIX 6a3MpyeTcs Ha NPUHLMNE roCYAapCTBEHHOMO CyBEPEHUTETA, KOTOPbIN
MPOHWM3bIBAET BCE YPOBHW HOPMATUBHOTO PEryNInpoBaHNs. 3aKOHOAATENLCTBO UCMONb-
3YeT ABONCTBEHHYIO KOHCTPYKLMIO — «MaTtepuabl Ye0BEYECKNX FEHETUUYECKMX pecyp-
COB» U «MHPOPMALMS O YENOBEUECKNX TeHETUYECKMNX PECYpCax», Kaxaas 13 KOTOPbIX
“MeeT COBCTBEHHBI NPABOBOI pexum. [eHeThYeckme faHHbIe OAHOBPEMEHHO NoANa-
J2t0T Nof, eCTBME 3aKOHOAATENbCTBA O 61106€30MaCHOCTH, O NEPCOHANbHBIX AaHHbIX
1 0 MEANLMHCKMX BONBLUMX AAHHBIX, UTO CO32ET MHOMOC/IOMHYI0 CUCTEMY TPEDOBAHMIA.
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Alexey V. Kubyshkin
Approaches to Legal Regulation of the Circulation of Human Genetic Information
and Genetic Data: The Case of the People’s Republic of China

ObpatleHne pecypcoB OCyLIECTBAAETCA NPEUMYLLECTBEHHO B PaspelinTesbHOM Mo-
paaKe, a TpaHCrpaHUuHag nepejada v A0CTyn WHOCTPaHHbIX CyObEKTOB NOABEpratoT-
€S CTpOXanWweMmy KOHTpoMto. Cuctema OTBETCTBEHHOCTU BKOYAET afAMUHUCTPATUB-
Hble LWTpadbl, YrONOBHOE NPeCcneoBaHne 1 AUCKBaAMuKaLmio. [py 3ToM NpuHaTLIE
B 2023-2025 rr. N0A3aKOHHbIE AKTbl IEMOHCTPUPYIOT TEHAEHUMIO K paunMOHaAn3aLnm
perynmpoBaHms (CyxxeHne chepbl MLEH3MPOBAHWS, YNPOLLEHWE NpoLeayp AN Kiu-
HUYECKMX NCCNefOBAHWI).

3akouenne. Kntaickuid onbiT MOXeT 6biITb noneseH ans Poccuiickoin Pepepauunu
npv GOPMMPOBAHMM KOMMIEKCHOTO 3aKOHOAATENLCTBA O FEHETUYECKMX TEXHONOTU-
ax. pennaraetcs NPUHATL 6a30BbIl heaepanbHbiii 3aKoH, KOTOPbIA Bbl 0ObeANHNN
HOPMbI O 3auiMTe MpaB AMUHOCTM W OBecneyeHnn HaumoHaNbHON 6e30MacHoCTy,
YCTAHOBU YETKWUE KPUTEPUWN AN TPAHCTPAHWYHOW Nepefaun reHeTUYECKUX AaHHbIX
1 npenycmoTpen 3GPEKTVBHbBIE MEXAHW3MbI KOHTPONIS 1 OTBETCTBEHHOCTMU.

KnioueBble coBa: reHeTryeckas MHGOPMALNSA, FeHETUYECKUE [AHHbIE, YENOBEUYECKNE FEHETUYECKME
pecypchbl, NpaBoBoe perynuposaHue, Kutaiickas Hapoaras Pecny6anka, 6uobesonacHocTs, TpaHcrpa-
HUUHaA Nepesaya AaHHbIX

®duHaHCcUpoBaHMe: VcCleoBaHWe MOATOTOBAEHO B pamkax peanusauun rocyLapCcTBEHHOTO 3aja-
HUA MUHWCTEpCTBA Hayku W Bbiclero obpasoBaHusa Poccuiickoir Pepepaliny, peecTpoBblii HOMep
300009.991.6B16AA0T000, Tema: «HayuHo-meToanyeckoe obecnederne paboT No NpaBoOBOMY peryin-
POBAHMIO YCKOPEHHOTO Pa3BUTUS FEHETUUECKNX TEXHONOT NI,
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Lex Genetica, 5(2), 66—90 https://doi.org/10.17803/lexgen-2026-5-2-66-90

[ocmyniing e pedakyuio: 21.02.2026
[MoayyeHa nocae peueH3uposanus u dopabomku: 19.03.2026
[puHama k nybaukauuy: 13.04.2026

Approaches to Legal Regulation of the Circulation
of Human Genetic Information and Genetic Data:
The Case of the People’s Republic of China

Alexey V. Kubyshkin™
Kutafin Moscow State Law University (MSAL), Moscow, Russian Federation

HEmail: a.kubyshkin@gmail.com
Lex Genetica. 2026. Volume 5, No. 2. 66—90

| 67 |



Anekceit B. Ky6bllwKuH
MoaxoAbl K MPaBOBOMY peryMpoBaHuio obpalleHuns reHeTudeckon nHdopmaumm
M reHeTMUYEeCKUX AaHHbIX YesioBeka Ha npumepe Kutaiickoi HapogHoii Pecny6anku

Abstract

Objective. This article analyzes the approaches to the legal regulation of genetic in-
formation and human genetic data in the People’s Republic of China. The study is mo-
tivated by the forthcoming entry into force, on September 1, 2026, of amendments
to Federal Law No. 86-FZ “On State Regulation in the Field of Genetic Engineering
Activities”, which introduce the concept of human genetic data and establish restric-
tions on their cross-border transfer. This makes it necessary to examine foreign expe-
rience, particularly that of China, which has established a system of legal regulation
in this area, in order to assess the applicability of its positive practices in the Russian
Federation.

Methods. The research employed both general research (analysis, synthesis, gen-
eralization) and special legal methods, such as comparative legal, formal legal,
and dogmatic analysis. A review of doctrinal sources by Russian and Chinese authors,
as well as regulatory legal acts of the PRC, including the Biosafety Law, the Personal
Information Protection Law, the Regulations on the Management of Human Genetic
Resources, and other subordinate legislation was conducted. Additionally, empirical
data on the dynamics of administrative licensing in 2021-2024 were examined.
Results. The Chinese model of genetic data regulation is based on the principle
of state sovereignty, which permeates all levels of normative regulation. The legis-
lation employs a dual structure of “human genetic resource materials” and “human
genetic resource information,” each of which has its own legal regime. Cenetic data
simultaneously fall under the scope of biosafety legislation, personal data protection
legislation, and medical big data legislation, thus creating a multi-layered system of re-
quirements. The circulation of resources is carried out predominantly under a permis-
sive (authorization) procedure, while cross-border transfer and access by foreign en-
tities are subject to the strictest control. The liability system includes administrative
fines, criminal prosecution, and disqualification. At the same time, the subordinate
regulations adopted in 2023—2025 reflect a trend towards rationalization of regula-
tion (narrowing the scope of licensing, simplifying procedures for clinical trials).
Conclusion. China’s experience may be useful for the Russian Federation in devel-
oping a comprehensive legislation framework on genetic technologies. The need
to adopt a basic federal law that would combine norms on the protection of indi-
vidual rights and ensuring national security, establish clear criteria for the cross-bor-
der transfer of genetic data, and provide effective mechanisms for control and liabili-
tyisargued.

Keywords: genetic information, genetic data, human genetic resources, legal regulation, China,
biosafety, cross-border data transfer
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BeeaeHue

[eHeTnyeckas nHGopmaLms 1 reHeTUyeckmne
[aHHble NpeacTaBaaoT Ccoboi  A0CTaTOuHO
cneunduuecknii 06bekT NpaBoBOro peryanpo-
BaHus, Tpebytolwmii ocoboro noaxoaa. Creun-
duKa 0bycnoBneHa xapakTepom 3TUX 06bEKTOB,
a Takxe Tem, YTo Takasg nHGopmaLums v AaHHble
HeMnoCpeACTBEHHO CBA3aHbI C IMYHOCTBIO KOH-
KPEeTHOro uenoBeka, uTo OByCNOBAMBAET MX
BOCNpUATYE Kak NepCcoHabHbIX JaHHbIX. Bonee
TOro, TeHeTUYecKne XapakTepucTkn Hacae-
LYIOTCS, @ 3HAUUT, reHeTndeckas Hdopmauns
M AaHHbIE CBS3aHbI C KPOBHbIMW POACTBEHHM-
Kamm KOHKPETHOTO YesoBeka. B ciyuyae 0606-
LEeHNs reHeTU4eckon MHGOPMaLMM U LaHHBIX
1 06pPaBOTKM X BO/BLIMX MACCHBOB MOXHO MO-
NYYUTb CBEAEHMUS O XapaKTepucTMKax nomnyns-
UMK, 06 0COBEHHOCTAX GOPMUPOBAHNA U pas-
BUTUS TEX MW MHbIX HALMOHANbHOCTEN, rpynn
HaceneHns, YTo MOXET 3aTparvBaTh yxe BOnpo-
Cbl HaUMOHaNbHOW Be3onacHocTH. V3yueHwe
1 YYET reHeTUYECKOM 1 TeHOMHOW MHGOpMaLLmMm
TakKe BaXHbI 719 pa3paboTKu IekapCTBEHHbIX
CPeACTB, NMPOBEAEHUS KAMHWUYECKMX MCCaeno-
BaHWA, onpeseneHns hapmakoreHeTU4eckmx
CBOWCTB TeX UM UHBIX MpenapaTos.

B cBs3M ¢ 3TMM paspaboTka Haanexallero
NpaBOBOro perynnpoBaHus obpalleHus Ta-
KO MHdOpMaLMK, BKIKOYAS ee TpaHCrpaHuy-
HYt0 Nepefady 1 MexayHapoAHbIi 0bMeH, sB-
NFeTCs akTyabHOM U CIOXHOW 3a4aueit.

B HacToswee Bpems B Poccuitckoir Pe-
fepaumm  OTCYTCTBYKOT HOPMbI,  KOTOpble

HEMoCpeaCTBEHHO peryamposann 6bl 06-
palleHne reHeTU4Yeckon U reHOMHoM MHGOpP-
maunm venoseka. C 1 ceHTabps 2026 T. BCTY-
natoT B cuay nonpasku B GegepanbHblil 3aKOH
0T 05.071996 Ne 86-03 «O rocyaapcTBEHHOM
perynupoBaHmMn B 06AACTW  TEHHO-UHXE-
HepHoW geaTenbHOCTW» (manee — 3akoH
O FEHHO-WMHXEHEPHOW AesTeNbHOCTH, 3akoH
86-D3), LEeNblo KOTOPbIX ABASETCS COBEepLIeH-
CTBOBaHVE HOPMAaTVBHOIO NPaBOBOrO peryu-
poBaHWa B chepe obpalleHns reHeTuyeckmx
[laHHbIX YeNoBeKa, B TOM YMC/e MonyUYeHHbIX
B X0/Jle MpOBeAeHNsS NONyNALUMOHHBIX reHeTu-
UECKMX ¥ MMMYHONOTMUYECKMX UCCaeN0BaHIA,
06ecrneunBaoLLLEero X COXpPaHHOCTb 1 3aLLUTY,
co3/laHne MEXaHM3MOB KOHTPOAS 3a obpalie-
HVEM TaknX FeHeTUUYeCKMX AaHHbIX.

[puHaTWe 3TMX NOMpaBOK COMPOBOXAA-
NIOCb aKTVBHOW ANCKYCCHEN B HAYUHbIX KpYyrax,
KOTOpas He OCTaBWla paBHOYLLIHbIM MPaKTK-
YECKM HW OAHOTO YYEHOrO, 3aHVMMaloLLerocs
NCCNefoBaHNSAMK, 3aTparnMBatloLLMMK  reHe-
TUKY yenoseka. lonpaBky BBOAAT MOHSATKME
«reHeTUYecKmne AaHHble YenoBeKka», KoTopble
onpefensiTcs Kak CBeAeHUs O nocnefo-
BaTe/NIbHOCTM  HYK/JEOTUAOB B MOAMMepax
HYK/IEMHOBbLIX KUCAOT M UX XUMUUYECKUX MO-
anduKaumnsx, noayyeHHble B pesyssrate Mo-
NeKkyngpHoO-reHeTnYeckux MeToaoB uccneno-
BaHMIM BUONOTMUECKOTO MaTepraa yenoBeka;
NOHATME  «MOMYASUMOHHbIE  reHeThYeckune
UM MMMyHONOTMYECKMe WUCCeN0BaAHNS»;
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OnpeAenstoT cayyan BO3MOXHOW nepeaauu
reHeTuYecknx AaHHbIX YyenoBeka 3a npeaens
Poccuitickon @epepaummn € ycTaHOBAEHMEM
COOTBETCTBYIOLLErO Mopsaka TakoW nepe-
nauy; ycTaHaBAMBAlOT 3amnpeT Ha nepeaadvy
MHOCTPaHHbIM GU3NYECKUM U IOPUANYECKIM
ANUAM TeHeTUYEeCKMX AaHHbIX Yenoseka, no-
NIYYEHHbIX B X0fle MNpoBeAeHUs nonynauu-
OHHbIX FEHETUYECKMX WU MMMYHOIOrMYeCKnX
nccnegoBaHui. [py aTom NOpSAOK Nepenayn
reHeTuYecknx AaHHbIX YyenoBeka 3a npeaens
TeppuTopun Poccuinckoin Geaepaunn B uensx
M Cnyyasx, yCTaHOBNEHHbIX 32KOHOM, a Takxe
YCNOBWA TaKkoi nepeaaun n TpeboBaHms K op-
raHM3aumam v Gu3nYecknm AnLam, ocyLLecT-
BASIOWMM Takyto nepegady, AOMKHbI ObiTh
yCTaHOBAEHbI [1paBuTENbCTBOM PocCcuickom
®epepaunv. CoOTBETCTBYHOUWMIA HOPMATUB-
HbI NpaBoBoW akT [lpasutenscTea Poccuii-
ckon ®Pepepaunyt Ha MOMEHT HanMcaHus cTa-
TbU MPUHAT He Bbin.

[pMHMMas BO BHMMaHWe BaXXHOCTb BOMpPO-
ca U CBSI3aHHble C MPUHATMEM MOMNPABOK ANC
KycCuw, NpeacTaBnsieTcs LOCTaTOYHO aKTy-
a/bHbIM NMPOaHAM3MPOBaTh, KaKMM 06pa3om
peryanpytoTca nNogobHbie BONPOChl B APYTinX
tOpUCANKLMAX.

Bbibop Ang aHanvsa sakoHogatensctsa Ku-
Tavicko HapoaHow Pecny6anku obycnosneH
Tem, yto KHP gBngeTcs oaHUM U3 BedyLIMX
rocyaapcTB B chepe 6UOTEXHONOMIA 11 MpoBe-
NeHNS TeHETUYECKMX UCCNeAoBaHNIA, Mpuyem
peryanpoBaHmne obpalleHns reHOMHbIX 1 re-
HeTUYeCcknx AaHHbIX Yenoseka B KHP ¢opmn-
pYeTcs yxe A0CTaToyHO AaeHo. Kpome Toro,
BaXKHa Takxe cneunduka rocyaapcTBEHHOro
ycTpoiicTea KHP, 6narogapsa uemy wccneno-
BaHMe MPUMEHUTENBHO K paccMaTpyBaemon
Teme NprobpeTaeT 0CcobyH akTyanbHOCTb.

B xoae nccneaoBaHnsg npoaHanvM3nMpoBaHbl
NIOKTpUHa/IbHble MOAXOAbl K OnpeaeneHunto
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TeHEeTUYeCKOW W TeHOMHOW MHbOpMaLLMK
1 vx obpalleHno B Poccuitckoin Deaepatimn
W K PEeryiMpoBaHMio YKasaHHbIX BOMPOCOB
B Kutaiickoit HapoaHon Pecny6nuke, Teky-
liee NpaBOBOE perynnposaHue obpalleHns
TEHOMHOW ¥ TeHeTuyeckon uHbopMaLmm
B KHP, coopmynmpoBaHbl NpeasoxeHns o co-
BEPLIEHCTBOBaHMM perynmpoBaHnsg B Poccmin-
ckon Gegepaumn.

MeToabl

MeToponornyeckas ocHoBa McCaef0BaHUS
chopmMmpoBaHa C yyeToM MexoTpac/neBoro
xapakTepa paccmaTpuBaemon npobaemaTuku.
ObLieHayyHble Mpuembl, Takue Kak aHanms,
CHTE3 1 0606LLEeHMe, MTPUMEHSNCL A9 YMO-
PAA0OYUEHNS 3HAUUTENBHOTO MO 06bLEMY HOP-
MaTVMBHOTO W AOKTPUHANLHOMO Matepuana.
AHanM3 No3BOAMA PacCMOTPETb OTAENbHblE
3N1eMeHTbI MPaBOBbIX PEXMMOB (ONpeaeneHus,
paspelwmnTenbHble MNpouefypbl, MexaHW3Mbl
KOHTpons, caHkumm). C MOMOLLbID CHHTe3a
ObIAN PACCMOTPEHDI BHYTPEHHMWE CBA3W U B3a-
MMOJENCTBIE 31eMEHTOB. Yepes 0606LIeHNe
npeacTaBMaack BO3MOXHOCTb CHOPMYIMPO-
BaTb BbIBOAbl O MHOTOCAOMHOCTA KUTACKOM
MOJENV PeryInpoBaHuUs.

LleHTpanbHoe MmecTo cpean crneumans-
HO-OPUANYECKMX METOAOB 3aHA CPaBHW-
TenbHo-NpaBoBoli metod. C ero nomollbio
conocTaBasnuce noaxoabl Poccuitckon Pe-
fepaunn n KHP k onpepnenenuio reHetmye-
cKol MHbOPMaUMK W FTeHETUYECKMX AaHHbIX,
MOCTPOEHMNIO MX MPABOBOMO PeXMMa, a Takxe
K peLleHunto BOMPOCOB TpaHCrpaHUYHOM nepe-
[laum v MeXAyHapOAHOro COTPYAHNYECTBa.

DopmanbHO-PUANYECKWUIA METOA WUCMONb-
30BaNiCS  MNpU  TOAKOBAHWM  AENCTBYHOLIMX
HOPMATUBHbIX MPaBOBbIX akTOB Kutamckon
HapoaHoit Pecny6avku, peryanpyiouimx co-
OTBETCTBYIOLLME OBWECTBEHHbIE OTHOLIEHNS.
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[TpumeHeHne aaHHOro metoda MO3BOANIO
YCTAHOBWTb TOYHOE COAEPXKaHWe HOpMaTWB-
HbIX NMPaBOBbIX aKTOB, MX NEPAPXMUYECKYH) CO-
NOAYMHEHHOCTb M 0603HAUNTL NPoBAEMHbIE
BOMPOCHI, BO3HMKatoWMe BCNEACTBUE MNapa-
NEeNbHOT0 AERCTBUS HECKONbKUX Perynsatop-
HbIX PEXMMOB B OTHOWEHWN OAHUX U TEX Xe
MaCCUBOB MEHETUYECKUX LaHHbIX.

Jlormatnueckmin - MeTon  MCMOob30BasCcs
LN aHanM3a W YCTaHOB/IEHUS COAEPXaHWS
nercTBytoulero (MoO3WTUBHOMO) NpaBga C LeNbto
€ro npakTUYeckoro MpUMEHEHUs C y4yeToMm
TPYAOB POCCUMIACKMX U KNTAKCKNX YUeHbIX. DTO
MO3BO/IMIO HE TOMBKO PacCMOTPETb C/NOXKMNB-
lwmnecs B ABYX PUCAMKUMAX NPeacTaBNEHNS
O MpaBOBOW MpUPOLE FEHETUYECKON UHOP-
MaLMy U FeHETUYECKMX LaHHbIX, HO U Npocae-
[WTb aprymMeHTauMio pasfiM4HbX 3aKOHOAA-
Te/IbHbIX peLeHn.

dMampudeckyto 6asy AOMOAHWAWM CTaTw-
CTUYEeCKMEe CBEAEHUS O AMHAMUKE aAMUHN-
CTPaTUBHOIO NMLEH3MPOBAHMS AEATENbHOCTY
B chepe obpalleHns YenoBeUeCckUX reHeTn-
Yecknx pecypcos 3a 2021-2024 rr. Ha OCHOBE
ny6AvKaLWA, ONMpaloLLMXCa Ha obulmans-
Hble laHHble MpoduIbHbIX BegomcTs KHP. Vx
NHTepnpeTaumsa nos3Boanna OUEHUTb peasb-
HOE BO3MENCTBME PEryNaTOpHbIX U3MEHEHWN
2023 1. Ha MacwWTabbl paspeLieHHon AeaTeNb-
HOCTU 1 CTPYKTYPY MEXAYHapOAHOrO COTPYa-
HMYEeCTBa, a TakXe MpOBepUTb, HACKOIbKO
3a4B/IeHHble B HOPMax OrpaHu4yeHus peanm-
3yK0TCS Ha NpakTuKe.

[IpUMeHeHMe  yKa3aHHbIX BbllE METOA0B
HampasieHo Ha obecreyeHne BHYTPeHHER He-
NPOTUBOPEYMBOCTU UCCNEA0BAHNS U NPaKTUYe-
CKO 0BOCHOBAHHOCTM UTOTOBbIX MPEAIOKEHNIA.

Pesynbratbl
AHanms un M3yYeHne HOpMaTMBHOTO N A0K-
TPWUHAAbHOTO MaTepuana Mo3BOASIOT npose-

CTn mnccnepoBaHne paCCManMBaeMOVI npo-
671eMbl MO cnefyrounm HanpaBleHNAM.

Poccuiickme AOKTpUHanbHble NOAXOAbI
K paccmatpuBaemoi npobneme

B poccuitckon topuanyeckon Hayke oTcyT-
CTBYET yHubUUMpPOBaHHAS aAedUHULMS Te-
HeTuuecko WHGOpMaUMU U TeHeTUYecknx
[laHHbIX, @ UX MPABOBOW peXMM OCTaeTCs ANC
KYCCMOHHbIM. AHanN3 paboT HEKOTOPbIX aBTO-
POB MOKa3blBaeT, YTO pa3Hornacus KacawTcs
He TONMbKO coaepXKaHWs MOHATUIA, HO U UX OT-
pacneBov NpMHAANEXHOCTH, a TakxXe CNoco-
6a HOpPMaTMBHOW UKCALMM — OT TOUEUHbBIX
M3MEHEHNN B AENCTBYIOLLEM 3aKOHOAATE/Nb-
CTBE A0 MPUHATUS CMeLManbHOro KOMMAEKC
HOTO 3aKOHa.

Tak, WL.A. Ky3uH (2022) paccmatpuBaeT
reHeTMueckyto MHbOpMauno He Kak OHTO-
JIornyeckyto AaHHOCTb, a Kak MCTOpMYecku
06YCNOBMIEHHbIA  HayUHbIA KOHCTPYKT, KOTO-
PbIl B pa3Hble Nepuroabl HAMOAHANCS pa3nuny-
HbIM CMbIC/IOM.

E.C. bontanoBa n M.J1. MmekoBa npwiwinn
K BbIBOAY, 4YTO reHeTmyeckas WHbopmaLms
He MOXeT BbiTb MpM3HaHA CaMOCTOSTENbHbIM
06BEKTOM TpaXAaHCKMX MpaBs, MOCKOAbKY OHa
He obnajaeT CBOMCTBAMM 06OPOTOCMOCOOHO-
CTM W He BMUCHIBAETCS HU B OAHY M3 Kjaccu-
yeckmx Kateropuii (Bewiyn, pesyasraTbl pabor,
YCAYT,  WHTENNEeKTyanbHas COBCTBEHHOCTD)
(BontaHoBa, Vimekosa, 2019). [To UX MHeHWO,
NpaBOBOE perympoBaHne A0MKHO OCyLLecT-
BNATbCA Uepe3 yXe CyULecTBytoUMe UHCTUTY-
Tbl — OXPaHy JIMYHOM 1N CEMENHON TalHBbI, Bpa-
uebHOW TaHbl, 3aLWUTY NEPCOHANbHbIX AaHHbIX,
HO C y4YeToM cneundmKm BUoNorMueckoro mate-
puana. CxofHyto nosnumio 3aHumaet E.E. bor-
naHoBa (2019), KoTopas obpallaeT BHUMaHKe
Ha TO, YTO reHeTMYeckas MHPOPMaLMS MOXET
6bITb MCMOAB30BAHA KaK OCHOBA A ANCKPUMM-

Lex Genetica. 2026. Volume 5, No. 2. 66—90

| 71|



Anekceit B. Ky6bllwKuH

MoaxoAbl K MPaBOBOMY peryMpoBaHuio obpalleHuns reHeTudeckon nHdopmaumm
M reHeTMUYEeCKUX AaHHbIX YesioBeka Ha npumepe Kutaiickoi HapogHoii Pecny6anku

HauMK, U CpaBHMBAET ee C HemaTepuaibHbIMM
Gnaramu, OxpaHsembiMi cTaTbeir 150 [pax-
naHckoro komekca Poccuitckon @eaepaumn.
[Ipn 3TOM OHa KOHCTATMPYeT, YTO CYLIECTBY-
folLMe  MexaHW3Mbl  3aWMTbl  HeJOCTaTOuHbI
0N NpefoTBpalleHus  310ynoTpebaeHuii
B chepe Tpyaa, CTpaxoBaHUs 1 KpeanToBaHMS,
¥ npeanaraet yCUAWTb OTBETCTBEHHOCTb 3a He-
npaBoOMepHOEe NCMONb30BaHME TaKMX AAHHbIX.

Hanbonee jgetanusMpoBaHHOE  HOpUAN-
yeckoe onpegeneHne gaetr M.H. ManeunHa
(2020), KoTopas pasrpaHMuYMBaEeT MNOHATUSA
«reHoMHas nHdopmaumsg» (poaoBoe NOHATHNE)
N «reHomMHas nHdopmauns» (BMAOBOE MOHA-
TMe NPUMEHUTENbHO K YenoBeky). feHoMHas
nHbopmaumsg TpakTyeTcs er Kak [AaHHble
o ctpyktype AHK (nHoraa PHK), nosgonsio-
wye naeHTMdULMpoBaTh CybbekTa uam npo-
BOAMTb VHble pa3pelleHHble WCCNeaoBaHus.
[eHOMHas nMHbopmaums yenoBeka KBaandw-
LUMpyeTcs Kak BUoMeTpuueckme nepcoHanb-
Hble JaHHble ocoboro poja. M.H. ManeuHa
npeanaraeT pasBepHyTY0 Kaaccudukaumo
Ha OCHOBaHWM BOCbMM xapakTepuctuk (npo-
NCXOXAEHVE 06paslia, MecTo XpaHeHus, Lesb
NCNONb30BaHUs, 06bEM WCCAEAOBAHNS, OT-
HOLWeHWe nrua K NoaydyeHuio nHbopmaumm
n ap.). Takaa knaccudukaums, Kak ykasbiBaeT
aBTOpP, AO/IKHA NIeYb B OCHOBY ANddepeHun-
POBAHHbIX MPaBOBbIX PEXMMOB — Hanpumep,
MHPOpMaLMA, NMOoNyYeHHaa B pamkax A06po-
BOMbHOMO  MEAMUMHCKOTO — 06Cief0BaHmg,
N MHGOpMaUMs, NoayvyeHHas NPUHYANTENb-
HO B XOAe CNeACTBEHHbIX AENCTBUIA, TpebyIOT
Pa3HOTro PeryimpoBaHms 1 pasHbiX rapaHTuii.
[1pv 3TOM aBTOp BbICTYNAET NPOTMB NPUHATUSA
oTaenbHoro 3akoHa «O reHeTnyeckon MHoop-
maumm», nonaraq, uto 6onee 3bPekTUBHbLIM
OyaeT BHECEHWE U3MEHEHWIA B AelCTBYIoLLIee
3aKoHOAaTebCTBO AMBO paspaboTka pamou-
HOro 3aKOHa 0 FeHOMHbIX TEXHOOTUAX.
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KonnektnBHas MoHorpagus non penax-
umnen JI.H. bepr npeanaraer UHYH TOUKY 3pe-
HWS: TeHeTMYeckas v reHomHas MHGopmaLms
pacCMaTpyBaeTCs Yepes KaTeropuito «reHom
uenoBeKka» Kak HOBbIA CUHTETUYECKMIA O6b-
eKT, Tpebylolnin KOMINEKCHOTO MeXoTpac-
nesoro peryavposanus (bepr n ap., 20217).
B paboTe paccmaTpvBatoTCd He TOMbKO rpa-
[IAaHCKO-NPaBOBblE, HO U YTrON0BHO-MPABOBbIE,
TpYAOBble, MEANUMHCKME W MpoLeccyasbHble
acnekTbl. PerynmpoBaHue He MOXET 3aMblKaTb-
€4 B OfHOW OTpac/n — Heobxoamma cornaco-
BaHHas cMcTemMa HOPM, BK/tOUas crelunanbHble
npoueaypbl NOAyYeHNs, XpaHeH s, nepeaadn
W YHUUTOXKEHWA TEHETUYECKMX 06pa3LIOB.

Bce aBTOpbl eVHbl B TOM, Y4TO AENCTBYtO-
lee poCcuitckoe 3akoHOAATENbCTBO HE yuu-
TbIBAET Crneundukn reHeTnyeckon nHoopma-
LMK, 2 UMetoLLMecs Npobenbl Co3aaoT pUckiu
Kak AAs OTAENbHbIX WL, TaK U AN 06LecTBa
B LIE/IOM.

JoKTprHabHbIe NOAXOAbI
KUTaWCKNX aBTOPOB

B kuTanckon npaBoBOW AOKTPUHE perynm-
pOBaHue 0bpalleHns reHeTudeckoin MHop-
MaUMM 1 YenoBeuvyeckmx reHeTUYecknx pe-
CYpCOB paccmaTpuBaeTcd Kak KOMMIeKcHas
npobaema, HaxoAAlWadcs Ha nepeceyeHnn
6106€30MaCHOCTU, 3aWNTbl JAHHbIX U HaLM-
OHa/IbHOrO cyBepeHuTeTa. Knutamckas moaesb
MCXOAWT U3 NpyMaTa rocyaapCcTBEHHOMO CyBe-
peHuTeTa Hajd WMHAMBMAyaNbHbIMU MpaBamu,
yTo npegonpeaenser cneunduky Kak cooT-
BETCTBYIOLLMX ONpeaeneHuii, Tak U UHCTPY-
MEHTOB NPaBOBOro BO3AENCTBUS.

Hanpumep, pabota Cy >Xocuub 1 lona
KynHHa nocesileHa conocTaBaeHunto B npa-
Be Kutas n EC (Su, Quinn, 2026) onpeae-
NIeHNs «reHeTnyeckne AaHHble». ABTOpbI
nokasbiBatoT, 4to B KuTae reHeTmuyeckume
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NlaHHble peryanpyloTcs AByMs napannenb-
HbIMW CMCTEMAMM — 3aKOHOAATENbCTBOM
0 6106€30MaCHOCTU 1 O 3aLLMTe NepCoHab-
HbIX AaHHbIX. 3akoH o 6uobesonacHoCTH
(2021)" n MpaBuna ynpaBneHus uenoseye-
CKUMW reHeTuyecknmu pecypcamu (2019 r.
C n3M. 2024 r)* TpakTyloT YejoBeueckue
reHeTMyeckMe pecypchl Kak cTpaTermye-
CKUIN HALMOHANbHbIA pecypc, HaxoAauLmii-
€9 noj CyBepeHUTeTOM rocyaapctea, npu-
yem noja AeicTBME 3TUX HOPM MoanajatoT
Kak ¢usnyeckne obpasubl (TKaHW, KNETKK),
Tak M npousBoaHas uHdopmaums. [lpwu
3TOM B 3akoHe O 3alluTe NepcoHasbHbIX
nanHbix® (PIPL, 2021) HeT npsmoro nepeu-
HS TeHeTMYEeCKMX [AaHHbIX, OHW OTHECEHHI
K KaTeropmm 4yBCTBUTENbHbIX 1L ONOCPe-
NIOBAaHHO — Yepes noakateropun «bnomeTpu-
yeckas nHdopmaumnsa» 1 «<mHbopmaums o 340-
poBbe». Takol MNoAXOA, MO MHEHMIO aBTOPOB,
CO3/12eT NPaBOBY HEOMNpPeAeNeHHOCTb, OCO-
6EeHHO AN MeX/yHapoaHbIX 1ccaeaoBaTeNb-
CKWUX MPOEKTOB, MOCKOMAbKY PEeXUM OaHNX
1 TeX XKe laHHbIX MOXEeT pa3nnyaTbCs B 3aBU-
CUMOCTM OT KOHTEKCTa 06paboTKu.

Kpome Toro, B Kutae B 3akoHe o 6e3onacHo-
CTU AaHHbIX (2021)* ncnonb3yeTcs Takas KaTero-
pus, KaK «BaxKHble AaHHbIE», MO, KOTOPYH MO-
ryT noAnajatb NONyASUMOHHbIE reHeTuYeckme
Habopbl AaHHBIX, UTO BAEYUET HEOBXOAMMOCTb
JOMONHNUTENbHbIX TPeBOBaHMIA K UX TpaHcrpa-
HUYHOW nepefade 1 GakTUYeckn Co3aaeT Tpe-
TUA pexum peryanmpoBaHus NpuUMeHWUTENbHO
K YenoBeYeCknM reHeTUYEeCKMM pecypcam.

ABTOPbI MPUXOAAT K BbIBOAY, UTO TAKOW NoJ-
X0, MOPOXJAET Cepbe3Hble MnpakTuyeckme
CNOXHOCTU 419 MEX[YHapOLHOrO COTPYAHM-
uecTBa, Tpebya OT UcciefoBaTeNell He TONbKO
3HaHMS HOPM O 3alMTe AAHHbIX, HO U MOHU-
MaHua NOTUKK peannsaunm nprHumna obec
neyeHns rocyaapCcTBEHHOIO CyBepeHuTeTa.

lpynna asTopoB noa pykosoacTBom CyH
JINHUSO Ha OCHOBe oduLUMaNbHBIX CTaTUCTU-
YECKUX AaHHbIX 32 2021-2024 rr. npoaHaan-
3upoBana AMHAMUKY BblAQuM paspelleHnii
Ha AedaTesbHOCTb B chepe obpalleHus ueno-
BEYECKMX TeHeTu4ecknx pecypcos B Kutae
(Song n ap., 2025). iccnenoBaHue nokasbiBa-
€T, UTo Nocae NpUHATKUA B 2023 . [paBun npu-
MeHEeHNS® K 6a30BbIM NpaBKIam obliee Konu-

' Biosecurity Law of the People’s Republic of China (2024 Amendment). (2024, April 26). Global Law.
Available at: https://policy.mofcom.gov.cn/claw/clawContent.shtml?id=100341. (In Chinese).

2 Regulations of the People’s Republic of China on the Management of Human Genetic Resources.
National Laws and Regulations Database. Available at: https://flk.npc.gov.cn/detail?id=ff8081819c46fcc5019¢
d19263155766 & fileld=&type=&title=%E4%B8%AD%E5%8D%8E%E4%BAY%BAYES%B0%91%E5%85%B1%E5%9
2%8C%E5%9B%BD%E4%BAY%BAY%E7%6B1%BBY%E9%81%97%E4%BCY%A0%E8%B5%84%E6%BA%I0%E7 %AEY%
A1%E7%90%86%E6%9D%A1%E4%BE%SB. (In Chinese).

® Personal Information Protection Law of the People’s Republic of China. National Laws and Regulations
Database. Available at: https://flk.npc.gov.cn/detail?id=Ff8081817b6472a3017b656cc2040044 &fileld=&type=&t
itle=%E4%B8%ADY%E5%8 D% SE%E4%BA%BAY%E6Y%B0%91%E5%85%B1%E5%92%8CY%E5%9B%BDY%E4%B8 %A
A%E4%BA%BA%E4%BF%A1%E6%81%AF%E4%BF%9D%EE%8A%A4%E6%B3%95. (In Chinese).

* The National People’s Congress of the People’s Republic of China. (2021, June 10). Data Security
Law of the People’s Republic of China. Available at: http://en.npc.gov.cn.cdurl.cn/2021-06/10/c_689311.htm.
(In Chinese).

° Ministry of Science and Technology of the People’s Republic of China. (2023, May 26). Detailed Rules
for the Implementation of the Regulations on the Management of Human Genetic Resources (Order No. 21
of the Ministry of Science and Technology). Available at: https://www.most.gov.cn/xxgk/xinxifenlei/
fdzdgknr/fgzc/bmgz/202306/t20230601_186416.html. (In Chinese).
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https://flk.npc.gov.cn/detail?id=ff8081817b6472a3017b656cc2040044&fileId=&type=&title=%E4%B8%AD%E5%8D%8E%E4%BA%BA%E6%B0%91%E5%85%B1%E5%92%8C%E5%9B%BD%E4%B8%AA%E4%BA%BA%E4%BF%A1%E6%81%AF%E4%BF%9D%E6%8A%A4%E6%B3%95.
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YeCTBO BblAAHHbIX paspeleHnin cokpaTuaoCh
Ha 58,4% (c 5328 B 2023 1. 00 2214 B 2024 1),
npy 3TOM [0S aHHYAMPOBAaHHbLIX (BKAtOYas
ao6p030anbu71 OT3blB) Bblpoc/ia Ha 16,2%.
Hamnbonee peskoe nageHune 3apuKCMpoBaHO
no paspelleHnam Ha cbop 06pasLoB — MUHYC
82,4%. ABTOPbI CBS3bIBAIOT 3TO C TEM, UTO HO-
Bble MpaBuna cysuan cdepy 0643aTenbHOro
IMUEH3MPOBAHWUS, YTOUYHWUIN KPUTEPUN «MHO-
CTpaHHOrO KOHTpOAsg» (BKAtouass [A0NeBOe
y4yacTne U BO3MOXHOCTb BAWUSAHNS Ha yMnpae-
NIeHMeE), a Tak>Ke BBEN YNPOLLEHHbIA MOPSAA0K
ONS KAVHUYECKUX UCCNeAOBaHNN C HU3KUM

PUCKOM.
MapafokcanbHo, HO  Jons  paspeule-
HUIA  Ha  MeXAyHapoAHoe  COTpyAHMYe-

CTBO B 06UemM obbeme Bbipocna ¢ 68,54%
B 2022 1. 10 84,51% B 2024 1. Cpean 3apybex-
HbIX MapTHEPOB, y4acTBOBaBLIMX Gonee yem
B 1% NpoeKkToB, AMAnpYtoT komnaHun 13 CLLA
(811% — Merck, Johnson & Johnson, Bristol-
Myers Squibb, Pfizer), LLsenuapun (6,22%)
n BennkobputaHun (4,03%). BHyTpu Kntas
OCHOBHbIMMW LIEHTPaMU COTPYAHMNYECTBA SBAS-
totcst MekunH 1 LWaHxai. 310 no3sonsgeT aBTo-
pam yTBepXAaTb, YTO, HECMOTPS Ha reononu-
TUYECKYHD HaMpSXXeHHOCTb, MeXAyHapoaHoe
B6MOMEANLMHCKOE COTPYAHWUYECTBO MPOAOS-
XKaeTcs, aAanTUpysach K yxXeCTOUeHMI0 NpaBu
nyTem nokanvsaunmn nccaenoBaHui.

B 0630pe CyHb Lliotoit ¢ coaBTopamu cucte-
MaTU3MPYIOTCS MpaBoBble M MOAUTUYECKME
MeXaHW3Mbl  YNpaBAeHUs  uenoBevecknmm
reHeTMYeckMMM pecypcamu, BKIOYAs Tpe-
60BaHNA K MHPOPMUPOBAHHOMY COMACKIO
1 NOpAAOK TpaHCrpaHuyHoi nepegayn (Sun
n ap., 2026). OTmeuaeTcs, yto ¢ 2023 1. Npo-
M30WeNn nepexos OT eAWHOW pa3pelunTesb-
HO MpoLeaypbl K MHOrOYpPOBHEBOW CUCTEME:
JaHHbIE, MPU3HAHHbIE «BaXKHbIMMWY», MoAexaT
olLieHKke 6e30MacHOCTM CO CTOPOHbI Ynpas-
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neHns kmbepnpocTpaHcTea Kutad, B To Bpe-
M8 KaK KOHTPO/b TpaHCrpaHWYHOro obMeHa
OCYLLIECTBASETCS B TOM UnC/Ie Yepes CucTemy
oTpULATENIbHBIX TepeyHelt, anpobupyemyto
B MWUAOTHbIX 30Hax cBoboaHoM Toprosan. Oj-
HaKo, MO MHEHWIO aBTOPOB, Pa3pO3HEHHOCTb
PETYASTOPHbLIX  TPeBOBaHWIA,  TexHuueckas
HECOBMECTMMOCTb GOPMATOB [laHHbIX W He-
[0CTaToYHas Npo3payHOCTb NPUHATUA pelle-
HWIA OCTAOTCA CEepPbe3HbIMU NPENSTCTBUSMM
N9 COBMECTHbIX WCCNeAoBaHMA B 0bnacTy
reHeTuKMN.

BaxkHbIM acnekTom, Ha KOTOpbii obpatia-
0T BHVUMaHMWe aBTopsbl, aBAgeTcs U npobnema
MOBTOPHOM WAEHTUGUKALMWN: Aaxe 06e3nn-
UEHHble TeHeTWUYeckme AaHHbIe MOryT ObiTb
NeaHOHMMM3NPOBAHbl MpPU  COMNOCTaBAEHUN
C ApYrMMK OBLLEAOCTYMHBIMU UCTOUHMKAMMY,
YTo orpaHunumBaeT 3pheKTUBHOCTb MPOCTO-
ro yaaneHms naeHTudukaTopos. B kayecTse
pelleHns npeanaraeTcs BHeAPSTb MNPUHLM-
nbl FAIR (Findable, Accessible, Interoperable,
Reusable) n TexHuueckme ctaHaaptsl Global
Alliance for Genomics and Health (CA4GH),
HO X COBMECTMMOCTb C KTalcKumu Tpebosa-
HMAMK 6e30MacHOCTW TpebyeT AanbHelllel
npopaboTKu.

B pabote YsHb L3dwoi v Jln Bait aHanmsn-
pyeTcs TpaHchopmaumus KOHUEMNUUM TeHeTH-
ueckoi npueatHocTy B Knutae (Chen, Li, 2025).
ABTOpbI KOHCTATUPYHOT, UYTO TPaULMOHHAS
MOJe/lb, OCHOBaHHAs Ha MWHAMBMUAYa/bHOM
NHOOPMMUPOBAHHOM  CornacuMmn  (3akpennex-
Haa B [paxaaHCcKoM Kogekce v 3akoHe o nep-
COHa/IbHbIX JaHHbIX), CTasKMBAETCA C Tpems
nNpakTUYecKUMM AUNEMMAMU:  HeA0CTaTou-
HOW 3allMTOM MpaB camoro cybbekTa, UrHo-
pUpOBaHWEM WHTEPECOB ero cembu n bonee
WWPOKOW TPynMbl, @ TakXe HecrnpaseanBbim
pacnpefeneHnem Bbiros OT KOMMEPYECKOro
NCNONb30BaHWA AaHHbIX. [lpyvBOASTCA Npu-
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Mepbl OMny6/MKOBaHMA reHoma 6e3 cornacus
DOACTBEHHUKOB W MNepBbli B KuTae cayyan
reHeTuyeckom AUCKpUMUHALMN B [yaHLyHe
(2010). ABTOpbI NpesnaratoT NepenTn OT Tak
Ha3blBAaeMOW  MHAMBUAYANUCTUYECKOW  Ma-
pafurMbl K TpPYMnmnoBOV MPUBATHOCTU — KOH-
Lenuuuy, npusHaloLWen, 4To reHeTnyeckas
MHGOPMaLMG MMEET OTHOWEeHME He TONbKO
K MHAMBUAY, HO U K ero B10/0rMYecknm pog-
CTBEHHMKAM U STHUYECKMM Py Mnam.

B KkauyecTBe WHCTPYMEHTOB peanusauunu
rpynmnoBOro MoAxoAa Mpefnaraetcs UCnosb-
30BaTh YXe CYLLEeCTBYIOLLME OpraHun3aLnoH-
Hble CTPYKTYpbl (Mpodcotosbl, noTpebuTens-
CKMe accoumaumnm) v mexaHusm mny6anyHbIX
MCKOB B MHTEpecax rpynmnbl. ABTOPbI TakxXe
pPEKOMEHAYIOT OrpaHNunTL NPaBo WUHAMBKAA
Ha 6e3ycNoBHOE pacrnopsKeHne CBOe reHe-
TUYECKON MHbOPMaLMER, ECIN 3TO MOXET Ha-
HECTV Bpes APYr1M IMUAM, 1 3aKPEenuTb 06s-
3aHHOCTb Bpayen B OMpefeNeHHbIX Cayyvasx
MHGOPMMPOBATL POACTBEHHMKOB MaluneHTa
0 HACNeACTBEHHBIX PUCKAX.

CraTbs KonnekTvBa aBTOpOB M3 KuTaicko-
r0 HaUMOHANbHOTO UEHTpa GUOTEXHOOTW
npeacTaBseT Mo3uUMI0 3KCMEepPTHOro Coob-
LLeCTBa CO CTOPOHbI perynatopos (Zhu u ap.,
2025). B paboTe aenaeTcs BbIBOA, UTO CUCTEMA
YMNpaBAeHNs YeNoBeYeCKUMUN TeHeTU4ecku-
MW pecypcamu mpolna nyTb OT PaMOYHbIX
NPVHUMMNOB K AETaNN3UPOBAHHBIM aAMUHN-
CTPaTVBHBIM pernameHTaMm. TeM He MeHee
OCTaloTCA W HepelleHHble Npobiembl, Takue

Kak HeJoCTaTouHas 3aluTa OT HeCcaHKLUWOHK-
POBaHHOI Nepesaun HhopMaLMmn Yepes ceTb
VIHTEpHET, 3aBUCMMOCTb OT 3apyBexHbIX re-
HeTuueckux 6a3 aaHHbix (NIH, NCBI, EBI),
a TaKkxe pasapobieHHOCTb U HM3Kas CTeMeHb
COBMECTHOTO  WCMOMb30BaHWg  6MOGAHKOB
BHYTPW CTpaHbl. ABTOpbI MpefiaratT ykpe-
NUTb HaUMOHa/bHYIO WHAPACTPYKTypy Xpa-
HEeHWS JaHHbIX, CO34aTb eAMHble CTaHAapThbl
19 6106AHKOB, YBENNUNTL GUHAHCUPOBaAHME
1 YCOBEPLIEHCTBOBATb MEXBEAOMCTBEHHYO
KoopAvHaLMio. [1pn 3TOM OHM NOAYEPKMBALOT,
yTo 3dPeKTVBHAS 3allMTa 1N palMoHaIbHOE
NCNONb30BaAHME  [IO/IKHbI  paccmMaTpyBaThCA
KaK B3aMMO/IOMNO/HSIOLLME Leu, a He Kak Npo-
TMBOpeune.

HopmatuBHoe perynmpoBaHue
obpaLeHna reHeTUUEeCKon
MHPOpMaLLMU U FeHeTUYeCKUX
AaHHbIX B KHP

OCHOBHble HOpMaTWBHble MpPaBOBble aKTbhl,
KOTOpble PEeryanpyroT O6LEeCTBEHHbIE OTHO-
WeHns B chepe 0bpaleHNsa reHeTUYecKow
NHOOPMALMM N TEHETUYECKUX AaHHbIX B K-
Tae, cneaytolime:

— 3akoH KHP «O 6uobesonacHocTu» (B pe-
nakuuy ot 26 anpens 2024 r)s;

— 3akoH KHP «O 3awmTte nepcoHanbHbix
LNaHHbIX» (2021);

— MonoxeHne KHP 06 ynpasneHun uenose-
YecKMMM reHeTudyeckumn pecypcamn (B pe-
nakuuy ot 10 mapta 2024 )8

6 CM. 1: https://policy.mofcom.gov.cn/claw/clawContent.shtml?id=100341

7 CM. 3: https://flk.npc.gov.cn/detail?id=ff8081817b6472a3017b656cc2040044 &fileld=&type=&title=%F4%B8%AD

9%E5%8D%8EY%E4%BAY%BAYEE6%B0%I1%ES%85%B1%E5%92%8C%ES5%IB%BD%E4%B8%AAY%E4%BAY%BAY-

E4%BF%A1%E69681%AF%E4%BF%9D%E6%8A%A4%E6%B3%95

8 CM. 2: https://flk.npc.gov.cn/detail?id=ff8081819c46fcc5019cd19263155766&fileld=&type=&title=%E4%B8%AD%

E5%8D%8E%E4%BA%BAYES%B0%91%ES5%85%B1%6E5%92%8CY%E5%9BY%BD %E4%BAY%BAYET %B1%BBY%EY

9%81%97%E4%BC%A0%E8%B5%84%E6%BA%I0%E7 Y AEYAT1%E7%690%86%E6%ID%AT1%E4%BEY%SB
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https://flk.npc.gov.cn/detail?id=ff8081819c46fcc5019cd19263155766&fileId=&type=&title=%E4%B8%AD%E5%8D%8E%E4%BA%BA%E6%B0%91%E5%85%B1%E5%92%8C%E5%9B%BD%E4%BA%BA%E7%B1%BB%E9%81%97%E4%BC%A0%E8%B5%84%E6%BA%90%E7%AE%A1%E7%90%86%E6%9D%A1%E4%BE%8B
https://flk.npc.gov.cn/detail?id=ff8081819c46fcc5019cd19263155766&fileId=&type=&title=%E4%B8%AD%E5%8D%8E%E4%BA%BA%E6%B0%91%E5%85%B1%E5%92%8C%E5%9B%BD%E4%BA%BA%E7%B1%BB%E9%81%97%E4%BC%A0%E8%B5%84%E6%BA%90%E7%AE%A1%E7%90%86%E6%9D%A1%E4%BE%8B
https://flk.npc.gov.cn/detail?id=ff8081819c46fcc5019cd19263155766&fileId=&type=&title=%E4%B8%AD%E5%8D%8E%E4%BA%BA%E6%B0%91%E5%85%B1%E5%92%8C%E5%9B%BD%E4%BA%BA%E7%B1%BB%E9%81%97%E4%BC%A0%E8%B5%84%E6%BA%90%E7%AE%A1%E7%90%86%E6%9D%A1%E4%BE%8B
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— noapobHble npasuna peanusaumm Mono-
XEHNA 06 ynpaBaeHnn YeNOBEeUYECKUMI reHe-
TUYeckMMK pecypcamm (npukas No 21 Munu-
CTEPCTBA HayKW U TEXHONOTUIA)®.

B 3akoHonarensctee KHP HeTonpeaeneHmns
reHeTUYECKOn WM TEHOMHOW MHbOpMaLMK,
aTakXKe reHeTUYeckmX NN reHOMHbIX AaHHbIX.
BmecTo 3T0Oro Mcnonb3yeTcs TEpMUH «denoBe-
UecKue reHeTnyeckne pecypcbl». Ero 6asosoe
onpeneneHne 3akpenaeHo B cTatbe 85 3akoHa
KHP «O 61o6e30nacHOCTW», KOTOpasd OTHOCKT
K UYenoBeyveckum reHeTu4eckm pecypcam ase
CoCTaB/doUMe: MaTepuanbl  YenoBevecknx
reHeTuYecknx pecypcoB 1 MHGOpMaLMio O Ye-
JIOBEYECKMX TeHETMNYECKMX pecypcax.

MaTtepunanbl YenoBeyeckmx reHeTuyeckmx
pecypcoB ONpefensioTcs Kak «opraHbl, TKaHW,
KNeTKN 1 MHble reHeTuYeckne matepuansl, co-
fepxalliye YenoBeyeckumii reHOM, FeHbl 1 T. M.»,
anHdopmMauns 0 4enoBeYeCkMX reHeTUYECKINX
pecypcax —Kak «AaHHble 1 UHble nHbopMaL -
OHHble MaTepuanbl, MOAYYEHHbIE C UCMONb30-
BaHMEM MaTepuanoB YenoBeYECKUX TeHeTu-
YeCKMX pecypcoB». YKasaHHoe onpeaeneHve
BOCMPOMW3BOANTCS Y KOHKPETU3NpPYETCS B CTa-
Tbe 2 lNonoxerna KHP 06 ynpasneHnmn ueno-
BEUECKMMUN reHeTUYECKMMK pecypcamu (aa-
nee — MNonoxeHwne o Yl'P).

Takum 06pasom, KUTaMCKWiA 3aKoHoAaTEND
MCMo/b3yeT [ABOWCTBEHHYK  KOHCTPYKLMIO,
MpW 3TOM reHeTUYecKmne pecypchl OXBaTbIBAOT
Kak ¢usnueckne obpasipl HUONOrMUECKOro
maTepuana (KpoBb, TKaHW, KNETKW, OpraHbl),
Tak U MHPOpPMaLMOHHbIE MPOU3BOAHbIE, MO-
NlyYeHHble B pe3y/abTaTe MX aHanusa. BaxHo
NOAYEPKHYTb, UTO MaTepuan u MHbopmaums
paccmaTpuBaloTcsl  Kak  B3aMMOCBS3aHHbIE,

HO OTHOCWTE/IBHO CaMOCTOsITE/IbHbIE O6beK-
Thl MPABOBOTO PErynpoBaHns, 419 Kaxaoro
13 HUX YCTaHOB/IEHbl COBCTBEHHbIE MPABOBbIE
PEXMMBI, KOTOPblE TEM He MeHee 6a3npyioTcs
Ha 0BLLMX NPUHLMMAX.

MpaBuna npumeHeHns MonoxeHus o yeso-
BeUeCkMX reHeTnyeckmx pecypcax (nanee —
MpaBuna npumeHeHns, MNpasmna 2023 roga)
cofepXaT MPUHUMMUANBHO BaXXHOE YyTOuHe-
HUWe, KOTOpOoe onpeaenseT rpaHuLbl MOHATUS
«MHGOPMALLMSA O YeNOBEYECKNX FeHETUYECKIMX
pecypcax». CornacHo cTatbe 2 NpaBun npw-
MEHEHMS, K Takoh MHbOPMaLMM OTHOCATCS
«[lJaHHblE O YEe/IOBEYECKUX TeHaX, TEHOMHbIE
JaHHble U UHble MHOOPMALMOHHbIE MaTepu-
asibl, NOMyYeHHble C MCMONb30BaHMEM MaTe-
PMA/IOB YeN0BEeUYECKMX TEHETUUECKUX pecyp-
cos». OpHoBpemeHHo [paBnna npuMeHeHns
YCTaHABNMBAIOT UCKAIOUYEHNSA U3 3TOMO MOHS-
TS — K MHDOPMaLLMM O YeNOBEYECKNX TeHeTH-
YeCKMX Pecypcax OHM He OTHOCATCS:

* KNMHWYeCKMe AaHHbIE;

* laHHble BM3yann3aumm;

* 6e/IKoBble AaHHble;

* laHHblE 0 MeTabonn3Me.

YKasaHHOe pasrpaHudeHne KMeeT  Cy-
EeCTBEHHOE MpaKTUUECKOe 3HayeHwe, no-
CKO/MIbKY OHO CyXaeT cdhepy npuMeHeHns
paspeLnTeNbHOTO NOPAAKa, YCTAHOBIEHHOIO
[N19 060pOTa UeNoBEYECKNX TEHETUUECKUX pe-
CYPCOB, ¥ BbIBOAMT 3a €0 pamki 3HAUUTE/b-
HbIl MAcCWB AaHHbIX, FEHEPUPYEMbIX B XOAE
PYTUHHOW KNMHNUECKOR NPAKTUKMN.

CnyxebHoe pyKOBOACTBO MO BOMpocam
MEXYHapPOAHOT0 Hay4YHOro COTPYAHMUECTBA
B 00/1aCTW YeN0oBEYECKMX FEHETUYECKNX pe-
CypcoB'®  [OMONHWTENbHO  KOHKPETU3MpyeT

2 CM. 5: https://www.most.gov.cn/xxgk/xinxifenlei/fdzdgknr/fgzc/bmgz/202306/t20230601_186416.html

0 R A S B [ bR AR T A FAT O] S U 5 1R

[Cuidelines for International

Scientific Cooperation in the Field of Human Genetic Resources]. Available at: https://www.nhc.gov.cn/
aiiys/rlyczygl/202503/3b99b808608240878f866e53ce3a8e36/files/1746832742033_40401.pdf. (In Chinese).
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COCTaB UHOPMALUY O YENOBEYECKNX reHeTu-
YeCcKMx pecypcax, OTHOCS K HEN AaHHble O re-
HaX, reHoMax, TPaHCKPUNTOMaXx, INureHomax,
CtDNA ¥ WHBIX HYKNEMHOBOKMCIOTHBIX GMO-
Mmapkepax, a TakxXe CBA3aHHY C 3TUMKN [aH-
HbIMWM MHGOPMaLMIO O 3a60NeBaHNAX, 3THN-
YeCKOW NPUHAANEXHOCTV U T. M. Tem cambim
onpefenseTcs  npeiMeTHoe  coaepXaHue
MHGOPMALLMM O YENOBEYECKUX TeHEeTUYeCKNX
pecypcax, To €CTb 3TO UMEHHO Te AaHHble, KO-
Topble HecyT MHGOPMaLMIO O HYKNEOTUAHON
MOCNefoBATENBHOCTU WM UHbIX XapakTepu-
CTVKax FeHeTMYeckoro matepuana yenoeeka,
a He Ntobble MeAUUMHCKME CBeeHUs O naum-
eHTe NN LOHope.

AHan13 HOpMaTWBHOWM NpaBoBoi 6asbl Ku-
Tag NoO3BOMFET CAENATb BbIBOJ O TOM, UTO TeHe-
TUYeckme AaHHble (B TOM MOHMMaHMK, KOTOpoe
MPUAAETCH STOMY MOHATUIO B OTEUECTBEHHON
NpaBOBOW LOKTPUHE) pacCMaTpuBatoTCa B 3a-
KoHopatenbctee KHP OAHOBpEMEHHO B He-
CKOMbKMX KavecTBax:

1. Kak coctaBHasg 4acTb YE0BEYECKUX re-
HeTuYeckux pecypcoB. B pamkax 3akoHo4a-
TenbCTBa 0 6robesonacHoCTH 1 [onoxeHus
0 YI'P reHeTnyeckne LaHHblE ABASIOTCH Of-
HVM 13 [IBYX 3N1E€MEHTOB YEe/I0BEYECKNX TeHe-
TUYECKMX PeCYpCOB Hapsaiy C matepuanamu
0 YeNIOBEYECKHMX FEHETUYECKMX pecypcax. ITo
03HAYaeT, YTO Ha HUX PACMPOCTPAHAIOTCS BCE
6a30Bble MPUHLMMLI PETYIMPOBaHMA 0bpalle-
HWS YeN0BEYECKMX TeHeTUYecknx pecypcos,
BK/IKOYASA MPUHLMN FOCYAAPCTBEHHOTO CyBe-
peHuTeTa.

2. Kak  pa3HOBWAHOCTb  MEPCOHANbHbIX
LaHHbIX. [TPUMEHWTENbHO K 3TOMYy C/yyato
reHeTuyeckue AaHHble, Mo3BoNstolWmne naeH-

TMOUUMPOBATb  KOHKpeTHOe  du3nyeckoe
ANULO, noanajatT noAa AelcTBMe 3akoHa
KHP «O 3awute nepcoHanbHbIX AaHHbIX»
(hanee — 3akoH O MEpCOHabHbIX AAHHbIX).
Mpy 3TOM reHeTuUYeckne AaHHble obnagatot
0C060I UyBCTBUTENBHOCTbIO, UTO Npeaonpe-
nenset npuMeHeHve cneumanbHbiX Npasun
06paboTkmM (CT. 28 3aKoHa O MepCoHanbHbIX
NaHHbIX: KOHOUAEHUMANbHbIE MepCOHaNbHble
[laHHble — 3TO MepcoHajbHble AaHHble, yTeu-
Ka MM He3aKOHHOEe MCMO/b30BaHMe KOTOPbIX
MOXET HapyWWTb TMYHOE AOCTOMHCTBO GU3N-
YecKoro vua an NocTaBuTb NoOA Yrposy ero
JINUHYIO UK UMYLLECTBEHHYI0 6E30MaCHOCT;
K HUM OTHOCATCS BroMeTpuyeckas nHpopma-
LMA, PENUTNO3HbIE YOEXAEHNA, KOHKPETHbIE
naeHTUKaUMOHHbIE AaHHble, MeAnLMHCKas
NHGopmauns, GUHaAHCOBbIE cyeTa, MHPOpMa-
UM O MECTOMONOXEHNN, a TaKXKe NepcoHasb-
Hble AaHHble HeCoBepLIEHHONETHMX B BO3pac-
Te 0 YeTbipHaaLaTH NeT).

3. Kak 31eMeHT MeaMULMHCKMX BOMbLINX
NaHHbIX. B KOHTeKkcTe HauWoHaNbHbIX CTaH-
[apTOB B 06/1aCTV 3[1paBOOXPaHEHNA U Me-
ONUMHCKUX BOMbLWMX AaHHbIX, @ Takxe Mep
no obecrneyeHnto 6e30MacHOCTM U ynpas-
neHnto ycayramm (aanee — CraHaapTbl me-
OUUMHCKUX BONbWMX AaHHbIX, 2018)" reHe-
TUYeckMe AaHHble MOryT paccMaTpuBaTbCs
Kak COCTaBHas 4acTb MeANLUHCKIX BONbLINX
JaHHbIX, NOANEeXaLLNX 0COBON 3aLLuTe.

Taknm 06pasom, NpaBoOBON PEXMUM reHeTH-
Yeckmx fAaHHbIX B KiuTae HOCUT KOMMAEKCHbIN,
MHOTFOC/NOMHBIA xapakTep. OaMH K TOT Xe
MacCCMB FeHETUYECKMX AAHHbIX MOXET OAHO-
BPEMEHHO MoAnajatb Moj peryanpoBaHue
HEeCKONbKMX HOPMATMBHbIX aKTOB, KaXAblM

" National Health Commission of the People's Republic of China. (2018, September 15). Notice on Issuing
the National Health and Medical Big Data Standards, Security and Service Management Measures
(Trial). National Health and Family Planning Document No. 23 of 2018. Available at: https://www.cac gov
cn/2018-09/15/c_1123432498.htm?from=timeline. (In Chinese).
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3 KOTOpbIX NpeabaBaseT cobCTBEHHbIE Tpe-
6oBaHMA K NOPAAKY UX cbopa, XpaHEHW, UC-
NONb30BaHMA 1 Nepeaavnt.

Cratba 53 3akoHa KHP «O 6uobesonacHo-
CTW» MMNEpaTMBHO YyCTaHaBnMBaeT: «locy-
1apcTBO 06/1a2€eT CYyBEPEHWUTETOM B OTHOLLE-
HWM YenoBeuveckmx reHeTUYecKnx pecypcoB
1 BUONOTMUYECKMX PECYPCOB HaLLER CTpaHbl».
[laHHOe nonoxeHve aBASETCS KpaeyronbHbim
KaMHeM BCEN CUCTEMbI MPaBOBOrO perynu-
poBaHMa 06palleHNs YeNOBEUYECKUX FeHeTU-
yecknx pecypcos B KHP u npenonpenenser
cojepxaHune npakTUyeckn BCex nocaenyto-
LLMX HOPM.

MpUHUMN CyBepeHuTeTa Han uenoBeye-
CKUMW FeHeTUYeckUMI pecypcamy O3Hauaer,
YTO roCyAapcTBO:

* OCYyULECTBASIET BEPXOBHOE NPaBO Ha ynpas-
NIeHMEe 1 KOHTPONb 32 BCEMU BUAAMM AedTeNb-
HOCTW, CBA3aHHbIMU CO COOPOM, XpPaHEHWEM,
1MCMNOAb30BaHNEM N Mepefayeit YenoBeyeckmx
reHeTUYeCcKnx pecypcos;

* yCTaHABAMBAET pa3pellnTeNbHbIN NOPSA0K
[0CcTyna K YenoBeyeckUm reHeTUYecknm pe-
cypcam, 0COBEHHO ANS MHOCTPaHHbLIX Cy6b-
eKTOB;

* onpenenseT yCA0BUS U rPaHMLLbl MeXaYHa-
POMIHOrO HayYHOro COTPYAHNYECTBA B AaHHO
chepe;

* obecrneumBaeT 3alIMTy YenoBEUECKUX re-
HEeTWYeCKMX pecypcoB OT HeCaHKLMOHMPO-
BAHHOIO BbIBO3a 32 Mpeaesbl HalMoHaNbHOM
Tepputopuy;

* rapaHTMpyeT, 4TO UCMONb30BaHWE YenoBe-
YeCcKkMx reHeTMYecknx pecypcoB OCyLLeCTBAS-
eTca B NyBAMUHbIX WHTEpecax, He co3aaBas
Yrpo3 HalWoHa bHOW 6e30MacHoCTU 1 oblLie-
CTBEHHOMY 3J0POBbIO.

MpUHUMN CyBepeHuTeTa HAXOAMUT KOHKpeT-
Hoe BOM/OLLEHNE B CAeaylolnx HopMaTuB-
HbIX MEXaHW3Max:
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1. 3anpeT Ha CaMOCTOATENbHbIA AOCTYn
MHOCTPaHHbIX CYOLEKTOB K YENOBEUECKUM re-
HeTMYeCKUM pecypcam.

Cratbg 56 3akoHa «O 6106€30MacHOCTM»
M KOppecnoHaupylowas en crates 7 [lono-
XeHuns o YIP yctaHaBavBatoT Npsamon 3anpet
A5 MHOCTPaHHbBIX OpraHm3aumnii, Gusnyeckmx
AL, @ TakKe yupexaeHHbIX nan GakTuieckm
KOHTPO/IMPYEMbBIX UMW WL, Ha COOp 1 XpaHe-
HMe 4YenoBeYecKMX reHeTUYeCcKnx pecypcoB
Ha TeppuTopumn Kutag, a Takxke Ha nepenady
Yen0BeYeCkNX reHeTUYeCKNX PeCypCoB 3a py-
6ex. DTOT 3anpeT HOCUT abCOMOTHbIN Xapak-
Tep 1 He NpeanonaraeT NCKMOUYEeHN .

2. PaspewwTenbHbIn NOPSAOK ANS KUTaN-
CKMX CYyOBLEKTOB.

Jllobble onepaLmmn C YeNOBEUECKUMI TeHe-
TUYECKMMI pecypcamu, Bkauas cbop, xpa-
HEHWe, MCMO/b30BaHWe 1 nepeaady 3a pybex,
OCYLLECTBAAIOTCA KWTANCKUMM  CyGbeKTamm
(HayYHbIMKN yUpexAeHUIMK, By3amu, Meaun-
UMHCKMMM OpraHm3aumsamm, npeanpuatnamm)
NCKNOUNTENBHO Ha OCHOBAHWM pa3pelleHnit,
BblJaBaeMblX  YMOJAHOMOUYEHHbIM  rocyaap-
CTBEHHbIM OPraHoM.

3. Obs3aTenbHoe yyacTue KWTAMCKOW CTo-
POHbl B MEX/AYHAPOAHOM COTPYAHMNYECTBE.

HOCTpaHHble CyObLEKTbI MOMYT MOAYUYUTb
JOCTYN K YenoBeyeckMm reHeTuyeckmum pe-
Cypcam TO/bKO Yepes MexaHn3m COBMECTHbIX
Hay4HbIX MPOEKTOB C KMTAWCKUMKU MNapTHe-
pamu, Npu 3TOM KMTaCKas CTOpOHa A0MXKHA
obecneunBaTb MOMHOLEHHOE W CyLLECTBEH-
HOe yyacTue B UCCNe0BaHNSX Ha BCEX 3Tanax.

4. KOHTpO/b3a TpaHCTPaHWYHO Nepeadent.

BbiBO3 MaTepuanoB uenoBeyeckux reHe-
TUYECKMX PeCcypCoB 3a rpaHuLly A0nycKaeTcs
TO/IbKO B pamKax Mex/yHapoaHOro Hay4yHoro
COTPYAHMYECTBA W MPU HANMUMKM Cheumanb-
Horo paspelwenus. lepegada vHbopmaumm
0 YenoBeYyecknx reHeTUYeCcKnx pecypcax nHo-
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CTpaHHbIM Cy6beKTam MOANEXMUT 0CoboMy
KOHTPO/ItO, BK/OYAS MEXaHM3Mbl Nnpeaapu-
TeNbHOro yBeAOMAEHUS U (B YCTAaHOBAEHHbIX
cyyanx) npoBepku 6e30MacHoCTH.

5. YronoBHo-npaBoBas oxpaHa.

YronosHbiin koaekc KHP (B8 pepakuun [Mo-
npaskn Xl 2020 1) KpUMUHANM3NPYET He3a-
KOHHbI 060POT MaTEPMANOB YE0BEYECKMX
reHeTUYeCckmx pecypcoB, YTO MOATBEPXKAAET
0COBbIA CTATyC UENOBEUYECKMX FEHETUUECKMX
pecypcoB Kak 0obbekTa YroloBHO-NPaBOBOW
OXPaHbl.

Takum 06pa3om, Ha OCHOBE MPOBEAEHHOTO
aHa/IM3a MOXHO CAEeNaThb BbIBOA, YTO NMPUHLLAM
CyBepeHuTeTa ABASETCH He MpOoCTO Aeknapa-
UMeNn, a peanbHO AEVCTBYHOLLMM MPaBOBbIM
NPVHUMMOM, ONpeaensiowum apxuTekTypy
pEeryiMpoBaHng 0bpalleHns uenoBeyeckmnx
reHeTnyeckmx pecypcos B KHP, kotopsii pe-
ANIN3YETCH HA BCEX YPOBHAX PETYNINPOBAHNS.

MpaBoBO pexum obpalleHns uenoseye-
CKMX reHeTnyeckux pecypcos B KHP cTpounTcs
Ha couYeTaHWW paszpelnTenbHOro (MMueH3u-
OHHOrO) ¥ yBEJOMUTENbHOrO MNOPAAKOB, NpU-
uem Bbl6Op KOHKPETHOTO pexuma 3aBUCUT
OT BMAA OCYLLECTBASEMON [LeATeNbHOCTH,
CyObEKTHOIO COCTaBa YYaCTHUKOB W XapakTe-
pa UCMOJb3YEMbIX FEHETUYECKMX PECYPCOB.

Cratbs 9 lMonoxeHuns o YUIP dopmynupyet
TPU YHUBEPCANbHbIX TPEOOBAHWA, KOTOpble
NPVIMEHSIOTCS KO BCEM BMAAM AEATENbHOCTU
B chepe 06palleHns YenoBeyecknx reHeTunye-
CKMX pecypcos (cbop, XpaHeHue, UCMO/b30Ba-
HWe, NpefocTaBieHue 3a pybex):

1. CobnogeHne  3TUUECKUX  MPUHLIATIOB
N NPOXOXAEHME STUYECKON 3KCNEPTH3bI.

Jliobas aesTenbHoCTb Mo peryinpoBaHuio
obpalleHns  YenoBeyYeckMx reHeTUYecKnx
pecypcoB AOMXKHA OCYLLECTBAATHCH B COOT-
BETCTBMM C YCTAHOBNEHHBIMU 3TUYECKMMM
HOPMaMM 1 MONYUYMTb 0A0BPEHE STUUECKOTO

KOMUTETA, 3aperncTpMpoBaHHOrO B yCTaHOB-
JIeHHOM Mopsifike. dTUYeckas 3KkcnepTnsa sg-
NSeTCs npeABapuTeNbHbIM YCIOBMEM ANS NO-
NyUeHMs paspelleHns Ha Mobble onepauunm
CYenoBeyveckMmMm reHeTUyeckUmm pecypcami.

2. MonyueHne npeaaputenbHoro MHoOP-
MUPOBAHHOIO COrnacus.

[loHOp yenoBeyecknx TreHeTUYeCKnx pe-
CYPCOB A0XeH BbiTb 3a6/1ar0BPpEMEHHO MPO-
MHPOPMMPOBAH O Lenax cbopa, crnocobax
MCMNONb30BaHMS, BO3MOXHbBIX MOCNEACTBUAX
015 300pOBbS, Mepax Mo 3alluTe YacTHOW
XW3HU, @ TakXe 0 npae Ha A06pOBObHOE
yyacTre 1 6e3yCIoBHbIN BbIXOM U3 NCCEA0Ba-
HUs B 11060 MOMeHT. Cornacue AOMKHO BbiTh
no/sy4yeHo B NMcbMeHHON ¢opme. [MpenocTas-
ngemMas MHGopmauma AoMKHA ObiTh «BCECTO-
POHHEW, MOMHOW, NPaBANBON W TOYHOW», 3a-
NpeLLaeTcs COKPbITUE CBEAEHWI, BBeleHMe
B 3261y AeHne U 06MaH.

3. CobntoieHne TeXHUUYECKUX PETNAMEHTOB.

Bcs nesTenbHOCTb € MCNOb30BaHWeM Yeno-
BEYECKMX FrEHETUYECKMX PECYPCOB JOKHA CO-
OTBETCTBOBATb TEXHMUUYECKMM CeUndrUKaLmam,
YTBEPXKAAEMbIM YMONHOMOUYEHHbIM OpPraHoM.

HononHutensHo ctatbs 10 [lonoxeHus
0 YI'P ycTaHaBnMBaeT 3anpeT Ha TOProB/io
4e/0BEYECKMMUN  TeHEeTUYeCcKUMK  pecypca-
mu. Tlpn 3TOM CneumanbHO OroBapuBaeTcs,
4TO NpeAoCTaBaeHUEe UK NCNONb30BAHME Ye-
JIOBEYECKMX FEHETUYECKUX PECYPCOB ANS Ha-
YUHbIX MCCNefoBaHWA C ynnaTol wan mnony-
ueHnemMm pa3yMHOWM KOMMEHCAUMM pacxoioB
He paccmaTtpuBaeTcsl Kak Toproeas. JlaHHoe
YTOYHEHWE MMEEeT CyleCTBEHHOEe 3HaueHune
[N NPaKTWKK, MOCKOAbKY MO3BOASET uccie-
[l0BaTeNbCKUM OpraHM3aumam KOMNeHCUpo-
BaTb 3aTpaThl Ha c6Op 1 XpaHeHne 06pasLoB,
He onacasch HapyLlweHus 3anpeta.

Mopsaaok cbopa uenoBeyeckmx reHeTude-
CKUX pecypcoB AnddepeHUMpoBaH B 3aBUCK-
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MOCTW OT KaTeropum cobupaembix pecypcos.
Mo obuemy npasuay, cbOp UeNOBEYECKUX
reHeTuyeckux pecypcos Ha Tepputopun KHP
paspelleH TOMbKO KUTalCKUM CcybbekTam
(HayUHbIM YUPEXAEHNAM, BbICLIMM YUeOHbIM
3aBefeHNaIM, MeANUMHCKUM OpraHmn3aumam,
npeanpuaTnam).  VIHocTpaHHble  Cy6beKTbl
He BMpaBe CaMOCTOATENbHO OCYLLECTBASATD
cHOp UeNOBEUECKNX TEHETUUECKUX PECYPCOB.

PaspewnTenbHbii Nopsaok (To ecTb Heob-
XOAMMOCTb MOAYYEeHUs MpeaBapUTeNbHOrO
paspeleHmns) NpuMeHseTcs K Caeaytoumm
KaTeropusam:

* cHOp YeNOBEUECKNX TEHETUYECKUX pecyp-
COB, OTHOCALUMXCS K BaXHbIM F€HETUYECKMM
POAOCNOBHbIM, MOA KOTOPbIMK MOHMMAIOTCS
Tpynnbl KPOBHbIX POACTBEHHWKOB, CTpaja-
OWMX HACAeACTBEHHbIMK  326071€BaHNAMY
nmbo ob6nafalolmnX HacNeACTBEHHbIMK 0CO-
6EHHOCTAMU KOHCTUTYLMU WA GU3MONOTU-
Yecknx xapakTepucTWK, oxBaTblBatollMe Tpu
1 6onee NokoneHwuit (Mpu 3Tom Takne pacnpo-
CTpaHeHHble 3a60/71eBaHNg, Kak T1nepToHus,
AVabeT, AaNBTOHU3M, FeMODUANS, UCKTOUEHI
13 3TOTO NMOHATUNA);

e cHOp UENOBEUECKMX TEHETUYECKUX pe-
CYpCoOB B 0COBbIX PETMOHAX, ONpeaensemblx
KaK TeppuTOpuY, rAe HaceneHne B yCIOBUAX
M30ASUMN UK 0COBO cpeabl 0bUTaHKUa nNpu-
o0bpeno crneunduyeckne GU3NONOTNYECKNE
XapakTepucTUKM N1Mbo afanTuBHble NpuU3Ha-
KW, MPpY 3TOM KPUTEPUIA BbIAENEHNS TaKUX pe-
TMOHOB He MpUBA3aH K HALMOHANbHO-3THNYe-
CKOMY COCTaBYy HaceNeHus;

e cHOp UENOBEUECKWUX TEHETUYECKUX pe-
CYpCOB B pamKkax WMPOKOMACWITabHbIX MO-
NYNSUMOHHBIX  MCCNeoBaHUA € YMUC/IOM
yYacTHUKOB CBbile 3000 yenosek (BKAtOYas
KOFOPTHblE,  KPOCC-CEKLMOHHbIE,  KAWHMNYe-
CKWe M aHTpOoMoMeTpUYecKmne nccneaoBaHms);
UCK/IOUYEHMEe W3 3TOro MpaBwaa COCTaBAAIOT
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KNUHWYECKMe UCCNeoBaHus, HanpaBaeHHble
Ha NonyyeHne paspelleHns Ha 060poT neKap-
CTBEHHbIX CPEACTB U MEAUUMHCKMX U3LeNni
B Kutae, ang KoTopbix OTAeNbHOE pa3pelue-
HWe Ha cbop He TpebyeTcq.

s nonyyeHna paspelweHns Ha cbop yeno-
BEUECKMX FEHETUYECKUX PECYPCOB 3asBUTENb
[O/KEH COOTBETCTBOBATH CNEAYIOWMUM YCN0-
BUAM:

* 06/1aaTh CTaTyCOM IOPUANYECKOTO NLLA;

* VIMETb YETKO OMPESENEHHYIO U 3aKOHHYIO
Lenb cbopa;

* MpeacTaBUTb 060CHOBaHHBI NAaH cbopa;

* MOYYnTb 0J0BpEeHNEe 3TUYECKOrO KOMMU-
TETa;

* pacnonaraTtb CneLnasm3MpoBaHHbIM MOA-
pasjeneHvem no ynpaBaeHUo Yes0BeYeckn-
MU FEHETUYECKMMUN pecypcamu U yTBEPXKAeH-
HOW CUCTEMOW YNPaBEHNS;

* MMeTb NoMelleHns, 0bopynoBaHue 1 nep-
COHaJl, COOTBETCTBRYIOLLME 3a4auam cbopa.

BakHbIM NpouesypHbIM MOMEHTOM SBNSET-
€S MPUHLMN OAHOIO OKHA, KOTOPbIV 3aK/tya-
€TCs B TOM, 4TO eCv AedTeNbHOCTb N0 XpaHe-
HUIO Ye0BEYECKMX TEHETUYECKUX pecypCcoB
O[IHOBPEMEHHO BK/tOUaeT Mx cbop, To 3ad-
BUTEMNO [OCTaTOYHO MOAYYMTb TOMBKO pas-
pelleHne Ha XpaHeHue, 6e3 HeobXxoaMMOoCTH
OTAENbHOTO NOJyUYeHUs paspelleHns Ha coop.

XpaHeHne Yen0BeYeCKUX TreHeTnyeckmx
pecypcoB B Le/SX CO3AaHNS HayUYHON NHPpa-
CTPyKTypbl (BMOBAHKOB) Takxke noanagaer
noJ pa3pelunTenbHbI NOpSAoK. YCNoBKS no-
NYYeHWs pa3peLleHns Ha XpaHEeHNEe B LeNoM
aHanorMyHbl YCIoBUSM cbopa, OHaKo Coaep-
XaT AononHUTeNbHOe TpeboBaHMe: Heobxo-
OMMO MOATBEPANTH 32aKOHHOCTb MPOUCXOXAe-
HUSI XpaHKMBbIX 06Pa3LOB.

K nvuam, ocyLecTBASIOWMM XpaHeHne ye-
JIOBEYECKMX FEHETUYECKMX PeCcypcoB, Npenb-
ABASIOTCS CNeaytoline TpeboBaHus:
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* obecneunBaTb Haanexallee ynpaBneHue
1 MOHUTOPUHT XpaHUMbIX 06Pa3LIOB;

* MpUHMMaTb Mepbl 6E30MACHOCTU U UMETb
NNaH AeNCTBUI B YPE3BbIYANHBIX CUTYALNSX;

* BECTM MOJHbIA y4yeT Bcex onepawuil
c 06bpasLamu, CoxpaHaTb MHGopMaLIMio 06 nx
NPOUCXOXAEHNN 1 UCNONb30BAHNMK;

e exerogHo (40 31 aHBaps) NpeacTaBnaTh
B YMO/NIHOMOUYEHHbI OpraH OTYeT O CBOEN Aes-
TeNbHOCTU.

focynapCTBO MOOLWLPAET CO3[laHME CTaH-
[APTU3UMPOBAHHbIX U YHUPULMPOBAHHBIX Ha-
30BbIX MAATGOPM, a TaKXKe LEHTPOB BOMbLINX
JaHHbIX MO XpaHEHUIO YeNOBEUECKUX TeHEeTH-
UECKWUX PecypcoB, KOTOpbie A0MKHbI BbiTb 40-
CTYMHbI HayUYHbIM YUpEXAEHNIM, By3am, Me-
OMUMHCKMM OpraHn3aumam u npeanpuatnsm
B YCTaHOB/IEHHOM MOPSsIKE.

icnonb3oBaHWe YenoBeyeckux reHeTnye-
CKMX pecypcoB B UCCNeA0BATENbCKUX LIeNsX
peryampyeTcs B 3aBWCMMOCTW OT TOrO, OCYy-
WECTBNAETCS OHO UCKMOUUTENBHO  KUTAK-
CKUMK CyBbeKTaMU UAN B paMKkax Mex/ayHa-
POIHOrO COTpyAHMYecTBa. lVlcnonb3oBaHue
Ue0BeYeCKNX FeHETUUECKUX PecypcoB Kiu-
Tackumn cybbektamu (6e3 MHOCTPaHHOrO
yyacTus) He TpebyeT nonyuyeHua cneumanb-
HOTO paspeLleHns Ha UCNoNb3oBaHVe Kak Ta-
KOBOE, OZIHAKO J0/IXKHO OCYLIECTBAATHCS C CO-
6naeHnem obuiInMx TpeboBaHunini (3Tnyeckas
aKCnepT3a, WMHPOPMUPOBAHHOE cornacue,
TeXHUUeCcKne pernameHTsl). Ecim e oHO co-
NpsXeHO co CBOPOM WAW XpaHEHUEM ueno-
BEUECKMX TeHeTUUYeCcKnx pecypcoB, npume-
HSIKOTCS COOTBETCTBYIOLLME pa3peLlnTebHble
npoLeaypbl, ONUCAHHbIE BbILLE.

lcnonb3oBaHWe 4YenoBeyeckux reHeTnye-
CKMX pecypcoB B pamKax MexX/yHapoaHOro
Hay4YHOro COTpyAHMYEeCTBa MNOANEXUT paspe-
WNTENbHOMY MOPAAKY 1 ByaeT NoApobHO pac-
CMOTpEHoO Aasee.

OpraHbl, ocyLLecTB/SIOLMNE perynpoBaHne

[lo 2024 1. ronoBHbBIM OpPraHOM, OTBETCTBEH-
HbIM 3a ynpaBieHue obpalleHnem Yesnose-
YECKMX TreHeTu4ecknx pecypcos, $BASNOCH
MuHncTepctBo Hayku w TexHonorun KHP. B
COOTBETCTBUMN C M3MEHEHUSIMU, BHECEHHbIMN
B 2024 1., QyHKLMM MO YNPaBAeHUIO Yenose-
UeCKMMI TeHETUYECKUMU pecypcamu Bbin
nepefaHbl  [0CyAapCTBEHHOMY — KOMUTETY
no 3apaBooxpaHernto KHP (HauunoHanbHom
KOMUWCCUW 31 paBOOXPAHEHNS).

Ha pervoHanbHOM  ypoBHE  QyHKLMK
MO YMNpaBAEHWIO YeNoBEeYEeCKUMUN reHeTnye-
CKMMW  pecypcamu  OCYLLEeCTBASIOT — YNpaB-
NEHUS HayKM W TEeXHONOTMI MPOBUHLMNA,
ABTOHOMHbIX PaiOHOB W TOPOLOB LEHTpaslb-
HOro MOAYMHEHMd, a TakXke YnpasneHue
HayKkn u TexHonornii CUMHbL3SHCKOrO Npou3-
BOACTBEHHO-CTpOUTENbHOrO Kopnyca. K unx
KOMMNETEHLMN OTHECEHbl KOHTPO/b U MOBCEA-
HEeBHOE yMpaB/ieHWne YenoBeYeCKUMUN TreHe-
TUYECKUMW pecypcammn B COOTBETCTBYIOLLEM
pervioHe, paccnefoBaHune 4en 0 HapyLleHnax
B npefenax YCTAHOBNEHHbIX MOAHOMOUNNA,
a Takxe BbIMOAHEeHWe nopyuveHuin locynap-
CTBEHHOIO KOMUTETA MO 34PaBOOXPAHEHMIO
KHP, Bkaiouas nposefeHve ob6CaeaoBaHMiA
YCNOBW 06pabOTKM YeNOBEUECKUX FEHETHNYe-
CKMX PecypcoB, pacCMOTpeHne aiMUHUCTpa-
TUBHbIX 3a9BOK 1 paccnefoBaHne aen 0 Hapy-
LEeHUSX.

Cpoku paccmMoTpeHus 3asBOK

O6ULMiA CPOK PacCMOTPeHUs 3asBOK Ha Mo-
NiyueHne paspelleHnii B chepe obpalleHns
UeNoBeYeCKUX reHeTUUYeCKnx pecypcos (coop,
XpaHeHue, MexAyHapoAHoe Hay4yHoe coTpya-
HWUECTBO, BbIBO3 MaTepuasoB 3a rpaHuLly)
coctasaseT 20 paboumx AHER C MOMEHTA Mpu-
HATWS 3a9BNEHNS K paccMoTpeHnto. Tpu Ha-
JMUMK 0COBBIX 06CTOATENBLCTB, NPENATCTBYIO-
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LWMX BBIHECEHWMIO PELUEHNS B YKa3aHHbIN CPOK,
OH MOXET 6biTb MpoAeH elle Ha 10 pabounx
[IHE MO PeLIeHN0 PYKOBOAUTENS YNONHOMO-
YyeHHOro opraHa. [1pn 3TOM B yKa3aHHble Cpo-
KW He 3aCuUMTbIBAETCS Bpems, Heobxoammoe
LNS NPOBEAEHMS IKCNEePTU3, UCMbITaHWI, Npo-
BEPOK, 3KCMEPTHBIX OLLEHOK U UHbIX NOA0OHbIX
npoueayp, OAHaKO 0 HEOOXOAMMOCTHU KX NPO-
BefleHUs 3a9BUTENb JOMKEH ObITh YBEAOMEH
B MUCbMEHHOW popme.

MHO>)KecTBEHHOCTb NPaBOBOro peXxmuma
reHeTUYeCcKnX AaHHbIX

Kak 6bl10 OTMEUEHO BbILLIE, reHeTYeckne
[NlaHHble B 3akoHogatensctee KHP  ume-
0T MHOXECTBEHHYIO MPaBOBYIO MPUPOAY:
OHW OJHOBPEMEHHO $BASIOTCS 3/1EMEHTOM
yenoBeyvecknx reHeTMyecknx pecypcos (B
pamKax 3akoHojaTenbctBa O 6Guobesonac
HOCTW) M Pa3HOBMAHOCTbIO MEepPCOHaNbHbIX
NaHHbIX (B pamkax 3akoHoAaTenbCTBa O 3a-
wmnTe MHdopmaumn). Kpome T0ro, B KOHTEK-
CTe  MeAMUMHCKMX  MHOOPMALMOHHBIX  CU-
CTEM OHW PacCMaTpUBATCH KaK COCTaBHas
4acTb MEAMLMHCKMX BOAbLINX AaHHbIX. Takaq
npaBoBas KOHCTPYKUMS MOPOXAAET KOM-
MNEKCHbIN PErynsaTOpHbIA PEXMUM, B KOTOPOM
reHeTuyeckne AaHHble MOAUMHSATCA Tpebo-
BaHMAM HECKONbKMX HOPMATUBHbBIX MPaBOBbIX
aKTOB OZLHOBPEMEHHO.

leHeTUueckne faHHbIE
KaK NepcoHasibHble AaHHble

3akoH KHP «O 3awmute nepcoHasbHbIX
NaHHbIX» He COAePXUT NPSMOro YNOMUHAHKS
reHeTUYeckux AaHHbIX B NepeyHe KaTeropui
nepcoHasnbHbiX AaHHbIX. OAHAKO 3TO He 03Ha-
UaET, YTO OHW BbIBE/IEHbI M3-TIO/, €ro AENCTBUS.
B ctatbe 4 gaHHOro 3akoHa nepcoHasbHble
[laHHble onpeeneHbl MakCMMasbHO LINPO-
KO — Kak nt06as MHGopMaLMsa, OTHOCALLAACS
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K WAEHTUGULMPOBAHHOMY WU UAEHTUDN-
LMpyemomy GU3MUYECKOMy KLYy, 3apuUKCpo-
BaHHAsA SMNEKTPOHHBIM MW UHBIM CNOCOBOM.
leHeTuyeckme AaHHbIe, Byayun YHUKaNbHbIMM
A9 KaX0ro Yes0BeKka v No3BoAsIoWMMI ero
0[HO3HAUYHO WAEHTUULMPOBATL, 6e3ycnoB-
HO MOAMAaAA0T MO/ 3TO ONpeaeneHue.

Bonee Toro, cTaTbd 28 3akoHa O 3aliuTe
NepCoHasbHbIX AAHHbIX OTHOCWUT K YyBCTBU-
TeNbHbIM  (KOHGUAEHUMABHBIM)  Nepco-
Ha/bHLIM JaHHbIM (TO eCTb AaHHbIM, yTeuka
WAN HE3aKOHHOE WCMOMb30BaHME KOTOPbIX
MOTYT MPUUYNHUTL BPeS, JOCTOMHCTBY JAUUYHO-
CTM ANBO MMYLLLECTBEHHON 6e30MacHOCTH)
cnefyrollme  Kateropum:  BUOMETpUYECcKue
JaHHble, CBEAEHMS O BepouCrnoBeaaHun,
ocobag WMAEHTUYHOCTb, MEAMLMHCKAA  UH-
dopmauns, UHAHCOBbIE cyeTa, [AaHHble
0 MepeBMXKEHUN, a TaKKe CBeJeHUs 0 Heco-
BEPLIEHHONETHUX, HE JOCTUTLWINX 14 neT. [eHe-
TUYECKMNe AaHHbIe MO CBOEMY XapakTepy Hau-
6onee 6AM3KM K BUOMETPUUECKMM AaHHbIM
N MEAMLMHCKOW MHbOPpMaL MK, YTO NO3BONSET
KBaIMOUUMPOBATL MX WMEHHO KaK YyBCTBY-
Te/lbHble NepCoHanbHbie AaHHble, Tpebyioline
0C060 3aLLMUThI.

Ob6paboTka UyBCTBUTE/IbHbIX MEPCOHab-
HbIX [AaHHbIX, COMMacHo cTaTbe 28 3ako-
Ha O 3allMTe MNEepCOHaNbHbIX AaHHbIX, [A0-
NycKaeTcss TOMbKO MpW  OAHOBPEMEHHOM
HaauuMK: 1) cneunansHom Lenn obpaboTtky;
2) [0CTaTOYHOW HEobXOAMMOCTW TakoW 06-
paboTKK; 3) CTPOrvX Mep 3awuTbl. Mpu 3ToM
cTaTbg 29 ykaszaHHOro 3akoHa TpebyeT mo-
NYUYEHUs OTAENbHOro cornacus  cybbekTa
JaHHbIX Ha 06paboTKy YyBCTBUTE/NbHBIX Nep-
COHaNbHbLIX JaHHbIX, @ B CAyYasx, npeaycmo-
TPEHHbIX 3aKOHAMU U aAMUHUCTPATUBHbLIMY
akTamu, — NoNyyYeHns MMCbMEHHOTO Cornacus.

Takum 06pasoMm, reHeTuyeckne AaHHble
B Knutae, xoTa 1 He NOMMEHOBAHbI HAMPAMYIO
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B 3akoHe 0 3allMTe MepcoHasbHbIX AaHHbIX,
Ae-GakTo NoAnaAaloT noa Hanbonee CTpornii
PEXMM MPaBOBOW 3alUWTbI, YCTAHOBAEHHbIN
LS YYBCTBUTE/IbHBIX MEPCOHA/bHbIX AaHHbIX.

[eHeTUueckune gaHHble KaK 3/IeMeHT
MeANLUHCKMX BOMbLUMX JaHHbIX

[apannenbHo C peryanpoBaHWeM B pam-
Kax 3aKoHa 0 3aluTe NepCcoHanbHbIX AaHHbIX
reHeTMyeckMe AaHHble MoAnaAaloT noa aAewi-
cTBME HaumoHaNbHbIX CTaHAAPTOB B 061aCTM
3[paBOOXPaHEHNI U MeANLIMHCKMX BObLINX
JaHHbIX, Mep No obecreyeHnto 6630MacHOCTy
1 ynpaeneHunto ycayramum (2018). 3t ctaHaap-
Thl ONPeAenAoT MeanLMHCKMe BobLINe AaH-
Hble KaK «AaHHble, OTHOCALLMECS K 34paBOOX-
paHEHWIO Y MeAMLIMHCKOMY 0BCaYXMBaHMIO,
reHepvipyemble B npolecce npopuaakTUKu
1 KOHTPOAs 3aboneBaHwWii, ynpasneHus 340-
POBbEM V1 B IPYTMX MpoL,eccax».

CraHaapTbl yCTaHABAMBALOT, UTO yNpaBieHne
MEANUMHCKMMI  BOMBLIMMK - AAHHBIMU  [OX-
HO OCYLLECTBAATLCSH PErynpyembiM obpasom,
«MCXOAs W3 MOTPeBHOCTER  HaLMOHANbHOM
cTpatermyeckoit 6e3onacHoOCcT 1 6e3onacHo-
CTV KM3HW II0AER, Npu obecrneyeHnn npasa
rpaxaaH Ha nHbopmauumio, NpaBa Ha UCMOMb-
30BaHME U HEMPUKOCHOBEHHOCTM YaCTHOW
XW3HW». [laHHble, reHepupyemble rpaxkjaHammn
KHP Ha tepputopun KHP, nognexart ynpasne-
HUWIO, pa3paboTKe U WCMONb30BaHMIO rocyaap-
CTBOM Ha perynmpyemoi ocHoBe.

Kniouesbim TpebosaHnem CTaHAapToB me-
IMUMHCKMX BOMbLWINX AaHHbIX aBAgeTcd 06s-
3aTe/bHOCTb XpaHEeHUs MeAULMHCKUX 60/b-
WKWX AaHHbIX Ha 6e30MacHbIX WM HaAEXHbIX
cepsepax Ha Tepputopumn Kutasq. lNepenaya
TaKkMx JaHHbIX 32 py6ex A0MycKaeTcs TONbKO
npuv yCnoBum NpoBeaeHNs OLEHKN 1 NpoBep-
K1 6€30MacHOCTM B COOTBETCTBUM C 3aKOHAMM
1 NOA32KOHHbIMM aKTaMMU.

CraHgapTbl TakXKe yCTaHaB/IMBAIOT:

* HeobXoAMMOCTb KnaccudUKaLmmn aaHHsbIX,
pe3epBHOMO KOMMPOBAHUS BaXKHbIX AaHHbIX
1 WndpoBaHM;

* co3flaHMe B 0653aTe/IbHOM MOPSAKE Ha-
[EXHOM cpefbl KnbepbesonacHocT B COOT-
BETCTBUM C HAUMOHANbHON CUCTEMO 3aLLLWTI;

e TpeboBaHMe CTPOron ayTeHTUdMKaL MM
nonb3oBaTeneit 1 KOHTPONS LOCTyNa;

* TpeboBaHMe MPOCAEXMBAEMOCTU BCEX
onepauui ¢ AaHHbIMKM, BKAKOYAS AOCTYM, UC
NONb30BaAHUE U YHUUTOXEHWE;

* 00653aHHOCTb MO CO3AAHNI0 CUCTEMbBI MO-
HUTOpPUHIA W paHHero npeaynpexaeHus
yrpo3 6€30MacHOCTM aHHbIX.

Takum 0b6pasom, reHeTuueckne AaHHble
Kak 31EMEHT MEeANLMHCKMX BObLUNX JaHHbIX
NOAYMHSETCS AOMNONAHUTENBHOMY PEryN1nMpoBa-
HWIO, KOTOPOE HaknajblBaeT cneumduyeckmne
TpeboBaHNA K MHOPACTPYKType XpaHeHwus,
[OCTYNYy 1 TpaHCrpaHWYHOM nepeaaye.

KomnnekcHOCTb MpaBOBOrO pexuma  no-
poXAaeT psj, NpakTUYeckmux NocneAcTBUIA:

1. Kaxnaas onepaums ¢ reHeTM4yeckom WMH-
dopmaumein fonxHa 6bITb NpoaHaNn3MpoBa-
Ha Ha NpeAMeT COOTBETCTBMUS OJHOBPEMEHHO
HEeCKONbKMM HOPMATMBHbIM aKTam, 4TO MOBbI-
WaeT HarpysKky Ha uccaefoBaTtenbckue opra-
HM3aUMM 1 KOMNAHWN.

2. TpeboBaHWa pas3anuHbiX HOPMATUBHbIX
aKTOB K OAHWM W TEM Xe onepauugm MoryT
cozfepxatb pa3nunums. Hanpvimep, 3akoH o 3a-
WMTe NEepPCOHaNbHBIX AaHHbIX AenaeT akUeHT
Ha 3aWmTe NpaB MHAMBKMAA (cornacve, NpaBo
Ha yaaneHvie, NpaBo Ha NepeHocC AaHHbIX), TOr-
[a KaK 3aKOHOLATeNbCTBO O YeNoBeYecknx re-
HeTWYEeCKUX pecypcax —Ha 3aliuTe HalyoHa b
HbIX MHTEPECOB (KOHTPOJb 3a TPaHCrPaHWUYHOM
nepegavei, obecrnevyeHmne CyBepeHnTeTa).

3. OpraHu3aumu, onepupytolme reHeTu-
YEeCKMMM  AaHHbIMK, A0/KHbI  BbICTpamBaTh
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CUCTEMY YNPaBNEHUs, YUUTHIBAIOLLYIO Tpe-
6OBaHNA BCEX MPUMEHVMBIX HOPMATUBHBIX
aKTOB, UTO Ha MpPaKTUKE 03HayYaeT Heobxoamn-
MOCTb OHOBPEMEHHOTO COBIOAEHNA HOPM
0 6106€30MaCHOCTM, NMEPCOHANbHbIX AaHHbIX
1 0 MEAVLMHCKMX B6O/bLINX JaAHHbIX.

lpaBoBoe perynnposaHue
TpPaHCrpaHMYHON Nepeaavn reHeTUYeckmx
pecypcoB 1 MexAyHapoaHoe
COTPYAHNYECTBO

[lpaBoBOE  perynMpoBaHue  TpaHCrpa-
HWYHOW nepefayn reHeTuyeckux pecypcos
M TEHEeTUYeCKON MHOopMaLnK SBASETCH OA-
HUM 13 Hanbonee AeTanbHO NPOpPabOTaHHbIX
acrneKkToB  KWTaMCKOrO  3aKOHOAATEe/bCTBA
B paccmatpwuaemoit chepe. OHO cTpouTcs
Ha anddepeHLMpOBaHHOM MOAXOAE K marte-
pranam YenoBeyeckmx reHeTuyeckux pecyp-
COB ¥ MHPOPMALMN O YENOBEUECKMX reHeTu-
YeCcKMx pecypcax, a Takxke Ha pasrpaHuyeHnm
CUTyaumm, Korga nepefada oCyLLecTBaAsgercs
B pamKax MeXAyHapOAHOro Hay4yHoro co-
TPYAHNUECTBA MO0 BHE TAKOBOTO.

@DyHAaMeHTaIbHbIM NPYHLMMNOM SBASIETCS
abCoNIOTHBIN 3anpeT ANs MHOCTPaHHbLIX Op-
raHusauunmn, Gusnyecknx nnu, a Takxe yype-
KAEHHBIX UK GaKTUYeCKU KOHTPOAUPYEMbIX
MMU CTPYKTYp (Hanee — MHOCTpaHHble Cybb-
€KTbl) Ha OCyLLecTBeHWEe Cneayowmnx Aew-
CTBUI Ha TeppuTopumn KHP:

* cHOp UeNOBEYECKMX FEHETUYECKMX pecyp-
COB;

* XpaHeHWe YeN0BEYECKMX TEHETUYECKUX
pecypcos;

* MpefoCTaBleHVe YeNoBeYeCKUX reHeTU-
UeCKMX PeCypcoB 3a pybex.

Mpu 3tom [NpaBuna 2023 rofa KOHKpeTU-
3VPYIOT MOHATUE «yYpEeXAeHHOe WAn dak-
TUYECKN KOHTPOMMPYEeMOe WUHOCTPaHHbIMM
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cybbekTaMmn yupexaeHune», oTHOCH K Hemy
OpUANYECKME LA, B KOTOPbIX:

* MHOCTPaHHble CYyObLEKTbI MPAMO MK KOC-
BEHHO BnajetoT 50% n 6onee fonew, akuui,
npaB rofoca, UMyLL,ECTBEHHbIX WX WHbIX aHa-
JIOTWUYHBIX NPas;

* MHOCTpaHHble CyObLEKTbI BNAE0T MeHee
uem 50% yKasaHHbIX NpaB, HO 061a4at0T BO3-
MOXHOCTbIO OMnpefensTb NPoLecc NpUHITHA
peLleHnii B opraHun3aLin uam HbiM obpasom
0Ka3blBaTb Ha HEro CyLEeCTBEHHOE BAWAHME
uepes UHBECTULIMOHHbIE OTHOLLIEHWS, JOrOBO-
PEHHOCTY MW WHbIE CXEMDBI.

[aHHoe onpeseneHve nMeeT BaxXHOe Nnpak-
TMYeckoe 3HaueHue, MOoCKosbKy Mo3BoAseT
NAEHTUPULMPOBATL B KAUYECTBE «MHOCTPaH-
HOro cybbekTa» KoMnaHun, GopmanbHo 3ape-
TMCTPUPOBaHHble B KnTae, HO HaxoasLLmecs
noj KOHTPOEM MHOCTPaHHbIX MHBECTOPOB.

BbiBO3 MaTepuanoB yenoBeyecknx reHeTu-
UECKMX pecypcoB 3a rpaHuly (Bkatouas ne-
PECHINKY, TPAHCMOPTUPOBKY U NepemeLLeHme
npun cebe) perynnpyetcad 0CoBeHHO CTPOro.
[lng ero ocywecTBaeHns Heobxoanumo mony-
UmnTb CreunanbHoe paspellexne (ceptudukar
Ha BbIBO3 MaTepuanoB YesOoBeYeCKUX reHe-
TUMYECKMX PecypcoB), BblaBaeMoe YMojHO-
MOUYEHHbIM OpraHoM. YCNOBUAMM MOMYyUEHNS
Takoro paspelleHns aBasTCs:

* OTCYTCTBME Yrpo3bl 06LECTBEHHOMY 3/0-
POBbIO, HaLWMOHANbHOW 6e30MacHOCTN U 06-
LeCTBEHHbIM MHTEpecam KHP;

° HaAWuMe y 3asBUTENs CTaTyca topuanve-
CKOTO 1nUa;

° HaAMUMe UYEeTKO OnpeieNeHHOro  KHo-
CTpaHHOrO MapTHepa W pasyMHOW LEAn Bbi-
BO33;

* 32KOHHOCTb MPOUCXOXAEHUS BbIBO3MNMbIX
maTepuanoB  uYenoBeYeckMx reHeTUyeckunx
pecypcoB (06pasiibl AOMKHbI ObITb COBpaHbI
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Ha 3aKOHHbIX OCHOBAHMAX NMOO MOMyYeHb!
V3 IMLEH3NPOBAHHOIO 6MOBAHKA);

* 0/106peHMEe 3TUYECKOTO KOMUTETA.

BbiBO3 MaTepranoB yenoBeyeckux reHetu-
UeCKMX pecypcoB 3a rpaHuly 6e3 Haanexa-
Llero paspelleHns BreyeT 3a coboit aamu-
HWCTPaTMBHYIO OTBETCTBEHHOCTb MO CTaTbe
38 [lonoxeHus o UIP (HanoxeHue wTpada
TAMOXEHHBbIMW OpraHamu), a npu Haau4uu
KBaIMOUUMPYIOLLMX MPU3HAKOB — YTONOBHYO
OTBETCTBEHHOCTb MO CTaTb€ O He3aKOHHOM
060poTe MaTepunanoB YesoBEUECKUX reHeTu-
YeCcKMX pecypcos.

[Nepefaya MHPOpMALMM O 4YeNoBEYECKUX
reHeTUYeckmnx pecypcax MHOCTPaHHbIM Cybb-
eKTam MAM NpeaocTaBAeHVe MM OTKPbITOro
LOCTyNa K Tako MHGopMaunmn peryanpyercs
B 3aBMCMMOCTM OT xapakTepa nepeiaBaemblx
LaHHbIX.

O6wmit nopsaok npeaycmaTprBaeT 06s-
3aHHOCTb KWTAWCKOro auua, obnagaroulero
nHbopmaumen, npeaBapuTenbHO YBELOMUTb
YNONHOMOYEHHbIA OpraH W MNpeaocTaBuTb
pe3epBHYIO KOMMIO nepeAaBaembiX AaHHbIX. B
YBEAOMNEHUN OIXKHbI ObITb yKa3aHbl:

* Lie/lb M Ha3HayeHve nepeaayv;

* CBeAEeHUS O NepefaHHOW WHbopMaLmm
N ee pe3epBHON KOMUK;

* OCHOBHble CBeleHNS 06 UHOCTPAHHOM Mo-
nyyarene;

* OUEeHKa NOTeHLMaNbHbIX PWUCKOB ANS 3a-
LWWTbI YENOBEYECKMX FeHEeTUYECKMX pecypcoB
Kutag.

Ocobblii nopsaok (npoeepka 6e3onacHo-
CTW) NPUMeHseTCs B Cyyasx, koraa nepejaya
MHPOPMALLMN O YENOBEYECKMX FEHETNYECKMX
pecypcax MOXeT CO3/aTb yrpo3y obulecTBeH-
HOMY 3[10pOBbIO, HaLMOHAbHONW 6e30mnacHo-
CTV UK obuLecTBeHHbIM MHTEpecam KHP.

CornacHo ctatbe 37 [lpasun 2023 roaa,
06s3aTeNbHON NpoBepke 6e30MacHOCTH Nof-

NEXUT nepejava Cefytolnx KaTeropuin uH-
dopmaumum 0 UenoBeyeckmx reHeTUYecKmx
pecypcax:

o cBejieHns 06 MHbopmauum o Yenoseye-
CKMX FeHeTUUYecKnX pecypcax, OTHOCSLLMXCS
K BaXKHbIM FeHETUYECKMM POAOCIOBHbIM;

o cBejieHns 06 MHbopmauum o Yenoseye-
CKMX FeHeTUUYecKnX pecypcax, OTHOCSLLMXCS
K 0COBbIM permoHam;

* [laHHbIE 3K30MHOIO UM FeHOMHOrO CeKBe-
HUPOBaHWA ¢ uncaom obpasuos bonee 500;

* MHag uHbOpMaLMs, KOTopas MOXET COo-
34aTb yrpo3y 06LIECTBEHHOMY 30POBbIO, Ha-
LMOHaNbHOW 6e30MacHOCTM Uan 0bLLEeCTBEH-
HbIM MHTEpecam KHP.

MpoBepka 6€30MacHOCTM OCYLLECTBASETCS
YMNONHOMOUYEHHbIM OPraHOM C NPUB/EYeHNEM
3KCMEepPTOB M MOXET 3aBEPLUNTLCA KaK paspe-
lIeHMeM, Tak 1 0TKa3oM B Nepesade MHGOP-
Maumm.

WckntoyeHvie 13 obllero nopsiaka npegy-
CMOTPEHO ANA CAyuyaes, Koraa nepejada WH-
dopmalmMn O YesoBEUECKMX TeHEeTUHEeCKMX
pecypcax OCyLIeCTB/SETCs B pamKax yxe pas-
pEWEeHHOro MpoeKTa MeXyHapOAHOMo Hayu-
HOTO COTPYAHUYECTBA M Takas nepeaava npeiy-
CMOTpeHa  MEX/yHapOaHbIM  COTalEHNEM.

MexayHapogHoe — HayyHoe  COTpYAHW-
UECTBO C UCMO/b30BaHMEM UeNoBeYeCKmX
reHeTUYeCKMX pecypcoB BO3MOXHO WCKJIO-
unTeNbHO B GOpMaTe COBMECTHOTO NpoekTa
C KWTACKUM NapTHepoMm W TpebyeT nosyue-
HUS paspeleHns YNoSHOMOUYEHHOro opraHa.
3asBneHne NOAAETCS COBMECTHO KWUTANCKOW
1 MIHOCTPAHHOW CTOPOHAMM.

YCnoBUSMKM  MONYYEHU  paspelleHuns
Ha MeX/JyHapofHOe Hay4yHoe COTpyAHMYe-
CTBO ABNAIOTCS:

* OTCYTCTBME YrpO3bl 0OLIECTBEHHOMY 3/0-
POBbIO, HaLWOHANbHOW 6e30MacHOCTN U 06-
WeCTBEHHbIM MHTEpecam KHP;
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* HanMuue y obenx CTOPOH CTaTyca tpu-
ANYECKOrO NnLa, a Takxe Heobxoanmoi
6asbl v NoTeHUManNa Ang NpoBEAEHNs uccie-
[NOBaHUS;

* JCHOCTb W 3aKOHHOCTb LeNen 1 cogepxa-
HWS MCCnenoBaHMs, pa3yMHOCTb €r0 CPOKOB;

* 060CHOBAHHOCTL  MCCNEA0BATENLCKOTO
nnaHa;

* 3aKOHHOCTb MPOUCXOXAEHUS WCMONb3ye-
MbIX YeNOBeYeCkMX reHeTUYecknx pecypcos,
COOTBETCTBME UX BUAOB 1 06BEMOB ColepKa-
HWIO MCCNea0BaHNS;

e 0fl06peHNE  3TUUECKMMM  KOMUTETAMMU
06enx CTOpoH (MpW HEBO3MOXHOCTM MONy-
YEeHMS MHOCTPAHHOW CTOPOHOW 3aK/IKOYeHMS
3TMYECKOro KoMMUTETa CBOEW CTpaHbl MOXeET
ObITb MPEeAOCTaBAeH JOKYMEHT O MpU3HaHWUK
el0 3aK/IYEHNS STUYECKOro KoMUTeTa KuTa-
CKOW CTOPOHbI);

* 4CHOCTb B BOMpOCax MNPUHAANEXHOCTH
pe3yNbTaToB MCCNeNOoBaHMS, HAMUMe pas3yM-
HOrO 1 YeTKOro naaHa pacnpeneneHuns Bbiroa,.

MpUHUMNWANLHO — BaXKHbIM  TpeboBaHK-
em aBngetca obecrneyeHne MoAHOLEHHOrO
M CYLLECTBEHHOIO Yy4yacTus KUTANCKOW CTO-
POHbl W ee CheumanncToB Ha BCex 3Tamnax
uccnenoBaHus. Bce 3anmncn 1 gaHHble, nosy-
UEHHbIE B X0 UCCNeN0BaHNS, JONXKHbI ObiTh
MOMHOCTbIO OTKPbITHI A5 KMTANCKOA CTOPOHBI,
KOTOpas Takxe A0/MKHA MOAYYUTb UX pe3epB-
Hble KonuK. [aTeHTHble NpaBa Ha pe3yabraThbl
nccnefoBaHWii NpUHAANEexar CTOpoHam Co-
BMECTHO.

YNPOWEHHbIA  NOPSAOK — MPeayCcMOTPeH
AN MEeXAYHAPOAHbIX KAMHUYECKMX UKccae-
[I0OBAHMWI, HanpaBAeHHbIX Ha Noay4YeHne pas-
peLleHns Ha 060pOT 1eKapCTBEHHbIX CPeaCTB
n megnunHcknx nsgenmii B KHP. Ecan takme
nccnefoBaHUs MpoBOAATCS B KAMHWYECKMX
yupexaeHusax, He NpeanoaaralT BbiBO3a Ma-
TEPUANOB YeSOBEUYECKMX TFEeHEeTUYeCkux pe-
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CYpCOB 3a rPaHULLy 1 COOTBETCTBYIOT OHOMY
13 Cneayrolmnx ycaoBum, To:

* BCE OMepaunmn C YenoBEYECKUMU TeHeTH-
ueckummn pecypcamu (cbop, TecTuposaHue,
aHanus, obpaboTka OCTaTOUHbIX 06pasLoB)
OCYLLECTBASIOTCA BHYTPU KAMHUYECKOTO Yu-
pexaeHus;

* cHOp UeNoBEYECKMX TEHETUUECKUX pecyp-
COB MPOBOAWTCS B KAMHMYECKOM Yyupex/e-
HWK, & UX TECTUPOBaHWE, aHaM3 1 0bpaboTka
OCTaTOUHbIX 06pasLoB MPOBOAATCA YKas3aH-
HbIMW B MPOTOKONE UCMbITAHWUIA KUTARCKMMI
opraHvsauusmm.

B 3Tux cayuaax paspeleHve He TpebyeT-
€ — [0CTaTOYHO NPOMTU Mpouedypy yBe-
nomaeHns (MoaaTb 3a9BKY Ha perncTpaumio)
[0 Hauana nccnefoBaHuii.

Mpouedypa  nonydyeHus  paspelleHus
Ha MeXAyHapoAHOoe HayyHoe COTpyaHMYe-
CTBO (paBHO KaK ¥ Ha MHble BUAbI AesiTeNbHO-
CTU C YeNOBEYECKMMU FreHeTUUYECKMMI pecyp-
camu) BKOUAET ClefytoLLye dTanbl:

1. MNojavya 3a9BKM Yepes eamHyto MHHOP-
MaUMOHHYI0  cucTemy.  YNONHOMOYEHHOE
MU0 (@AMMHUCTpATOp OpraHvsauuu) no-
[aeT 3a9BKy, KOTopas BK/OUaeT 3aaBaeHue
YCTAHOBNEHHOW (GOPMbI,  JOKYMEHTbI, MOA-
TBepXAatollve cTaTyc puanyeckoro nuua,
nccnenoBaTenbCkMii naaH, TekcT MHGOpMU-
POBAHHOIO COrnacusl, 3akAtoUeHNs STUYECKMX
KOMMWTETOB, TEKCT MeXAYHapOAHOro cornatle-
HWS (Ha KMTaACKOM A3blke), a TakxXe (B COOoT-
BETCTBYIOLLMX CAyYasix) paspelieHvie Ha Kau-
HUUECKME UCTBITAHUS U UHbIE OKYMEHTbI.

2. Ecam B npeacTaBneHHbIX  OKYMeHTax
oTpaxkeHa MoaHas MHbOpMaUMS U OHM COOT-
BETCTBYIOT YCTAHOB/EHHbIM TpeboBaHNAM, 3a-
ABKa NPUHMMAETCS K pacCMOTpeHnto. B cnyuae
HEMO/HOTbI IOKYMEHTOB 3asIBUTENIO B TeueHue
NATV paboumx AHer HanpapaseTca TpeboBaHme
0 NpefocTaBNeHnn HeaoCTaLMX CBEAEHWIA.
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3. PaccmoTpeHne 3agBKkW BK/KOYAET MpoBe-
LleHne TeEXHUYECKOW 3KCNepTu3bl C npusieye-
HMEM 3KCMEepPTOB B 067aCTV BGUOTEXHOMOIMUIA,
MeAMUVMHbI, 34PaBOOXPAHEHNS, 3TUKK, Npasa
1 MHGOPMaLIMOHHOK 6e30macHoCT. IKCnepT-
HOE 3aK/toueHne HOCUT peKOMeHAATe/bHbIN
xapakrep.

4. PelleHve 0 Bblgadve paspelleHns ambo
06 o0TKaze npuHMmaeTca B TeueHune 20 pa-
Gounx AHer (C BO3MOXHOCTbIO MpoAeHUs
Ha 10 pabounx aHei). Mpu NONOKUTENLHOM
pelleHnn nHdopmaumsg o0 BblAaHHOM paspe-
WeHUM NyBANKYETCA Ha caiTe YNONAHOMOYEH-
HOro opraHa. [pu oTpuuaTeNbHOM peleHnn
3a9BMTENI0 COOBLLAIOTCS NPUUMHBI OTKA3a.

5. B TeuyeHue wecTtn mecqaues nocne uc
TeYyeHnd cpoka [encTBMS  paspelleHuns
CTOPOHbI COBMECTHO MPEeACTaBAAOT OTyeT
0 pesy/nbraTax COTPYAHWYECTBA, BK/HOYAO-
LM CBEAEHUS O LENgx v COoLepXaHun nc
CNe0BaHNS, BbINOMHEHUN UCCNEA0BATE b-
CKOTO M/aHa, UCMOb30BaHNN YeNoBeYEeCKNX
reHeTNYecKnx pecypcoB, MOJHOLEHHOM y4a-
CTUN KUTAMCKOW CTOPOHbI, MPUHAANEXKHOCTM
pe3yNbTaTOB N pacnpeneneHnm Bbiro4,.

Cuctema 0OTBETCTBEHHOCTY 32 HapyLLUeHUs

KuTanmckoe 3akoHOAATeNbCTBO — YCTaHaB-
JINBaeT MHOrOYypOBHEBYID CUCTEMY OTBET-
CTBEHHOCTM 3a HapylueHusa B chepe obopoTa
yenoBeyecknx reHeTUYEeCKX pecypcos, BKIILO-
yaoulyto  aAMWHUCTPATMBHYIO,  YrONOBHYIO
1 rpaXxaHCKo-NPaBOBYO COCTABNSIOLLLME.

AAMUHUCTPATUBHAA OTBETCTBEHHOCTb

ALMVHNUCTPATUBHAS OTBETCTBEHHOCTb
3a Haubonee cepbesHble Hapyliennsa (cbop,
XpaHEeHUe, MexyHapOAHOE COTPYAHNYECTBO
6e3 paspelleHns; nepegaya MHbOPMaLUM
6e3 nposepku He30MaCHOCTY; HenpeacTase-
HUE YBEAOM/IEHNS) NPeLyCMaTpUBaeT:

e wTtpad B pazmepe oT 500 ThiC. 4O 5 MJH
0aHen;

* NpU CyMMe He3aKOHHOro AoxoAa CBbille
1 M/IH toaHen — wTtpad B pa3mepe oT NaTUKpaT-
HOW [10 eCATUKPATHOM CYMMbI TaKOT0 JOXOAa;

* [N8 MHOCTPaHHbIX CyObLEKTOB, HapyLINB-
WKX 3anpeT Ha CamoCTOATeNbHbIA A0CTyn
K YenoBeYeCKMM reHeTUYeckMmM pecypcam, —
wrpad o1 1 MAH A0 10 MJIH 0AHER;

* KOHOUCKAUMIO HE3aKOHHO  COBpaHHbIX
NAN XPAHUMbIX YE0BEYECKNX TeHEeTUYECKINX
pecypcos;

e auckBanndukaumio (3anpeT Ha ocyulecT-
BNEeHMe AeaTeNbHOCTW C UCMOb30BaHNEM Ye-
JIOBEYECKMX TeHEeTUYECKMX PECYPCOB Ha CPOK
oT 1 rofa Ao 5 fieT, a Npyu 0co60 OTAryatolLmx
06CTOATENBCTBAX — NOXM3HEHHO).

OTBETCTBEHHOCTb 3a MHble HapyweHus (He-
npeacTaBneHne OTYETHOCTU, HapyLIeHMe Tex-
HWYECKUX pernameHTOoB, OTCYTCTBME 3TUYe-
CKOW 3KCMepTW3bl) NpeaycMoTpeHbl WTpadbl
0T 500 ThIC. 40 T M/IH t0aHEN.

YronoBHas 0OTBETCTBEHHOCTb

Monpaeka X K YronosHomy koaekcy KHP
(2020) BBEna CTaThid O HE3akKOHHOM 060-
poTe MaTepuanoB YeNoBEeYeCKMX [eHEeTU-
UECKMX pecypcoB  (Bk/uas KOHTpabaHay).
JaHHbIn - cocTaB  OXBaTblBaeT co3jaroline
yrposy O6LLECTBEHHOMY 3/0pPOBbIO MAN 06-
LECTBEHHbIM MHTEPECaM HEe3aKOHHbI cbop,
TPaHCMOPTMPOBKY, NEPECHIIKY UM BbIBO3 MaTe-
pVasioB Ye0BeUYeCKNX reHETUUECKMX pecypCcoB
3a rpaHuLy.

HakasaHwe 3a JaHHOe MpecTyn/ieHue Ba-
pbMpYyeTcs B 3aBMCMMOCTU OT TAXKECTU CO-
NeSHHOr0: OCHOBHOM COCTaB Haka3blBaeTcs
JIWLIEHNEM CBOBOAbLI Ha CPOK A0 Tpex feT
Npy HaAUUUK OTATUYAIOWMX OOCTOATENbCTB —
NNLLIEHNEM CBOBO/bI Ha CPOK OT TPEX 10 CEMMU
NIET CO WTpahoMm.
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Kak cBMAETeNbCTBYIOT JOCTYMHbIE NCTOYHK-
Ku, € 2023 1. B KHP y>e umenn mecto 06BUHN-
Te/lbHble MPUTOBOPbI MO AAHHON CTaTbe.

[TOMMMO NPSIMOA OTBETCTBEHHOCTH 3a Hapy-
WeHWs 3aKOHOAATeNbCTBO MPeLyCMaTpUBaET:

* BHeceHve MHbopMaLMK O NpaBoHapylue-
HUAX B CUCTEMY KPEAMTHbIX 3ammceit ¢ nocne-
aytolen nybamkaumen B yCTaHOBAEHHOM Mo-
paake (cTatbs 43 MonoxeHus o UIP);

* QAMWHUCTPATVBHbIA Haa3op B dopme
MNAHOBbLIX Y BHEMNAHOBbIX NMPOBEPOK, a Tak-
XEe MexaHuW3M aJMUHUCTPATUBHLIX cobece-
[I0BAHU C PYKOBOAMTENSAMW OpraHu3auuii,

B LEATEeNbHOCTV KOTOPbLIX BbISBIAEHbBI PUCKM
HapyLIeHWN;
* BO3MOXHOCTb OT3blBA paHee BblAaH-

HOMO paspelleHns B C/ydae ero noayde-
HUS C MCMONb3oBaHMEM 0BMaHa, Moakyna
VIV UHBIX HEMPaBOMEPHbIX CPEACTB, a Takxe
MO WHBLIM OCHOBAHWAM, MPeLyCMOTPEHHbIM
3aKOHOAATENLCTBOM 06 aJMUHUCTPATUBHLIX
npoueaypax.

3aknoueHue

Takum 06pa3om, NPOBeAEHHbI aHaIU3 No-
3BONSIeT cHOpMyNMpoBaTh Cneaylolne Kio-
YeBble BbIBOAbI:

1. Kutanckas moaens npaBoBOro peryan-
pOBaHMA 0OpaLLEHNS TEHETUUECKUX AAHHbIX
W reHeTUYecknx pecypcoB yenoseka 6asnpy-
eTCcd Ha MpUHUMNEe rocyaapCTBEHHOro CyBe-
peHuUTETa, KOTOPLIA CAYXWUT cucTemoobpasy-
loLLEelt OCHOBOW 18 BCEN HOPMATWUBHO Ha3bl
B JaHHOW cdepe.

2. 3akoHopatensctBo  KHP  mcnonb3yet
[IBOACTBEHHYIO KOHCTPYKUMIO — MmaTtepwasi
yeoBeYeCkMX reHeTUYecknx pecypcoB U WH-
dopmaums o0 YenoBeyeckmx reHeTUYecKmnx pe-
cypcax, KaxAas M3 COCTaBASOWMX KOTOPOK
MMeeT COOCTBEHHbIA MPaBOBOW PEXUM, HO
Mpwv 3TOM MOAUYMHAETCA OOLLMM NPUHLMNAM.

Lex Genetica. 2026. Volume 5, No. 2. 66—90

| 88 |

3. [lpaBOBOW peXUM TFeHeTU4eckux AaH-
HbIX XapaKTepu3yetcss MHOXECTBEHHOCTbIO
1 KOMMNEKCHOCTbIO: PErynimpyercs OAHOBpe-
MEHHO 3aKOHOAATeNbCTBOM O 6robesonac
HOCTW, 3aKOHOLATENIbCTBOM O MEPCOHANbHbIX
[NAHHBIX W 3aKOHOAATEeNbCTBOM O MEeAWLUH-
CKMX BO/bWKUX [JAaHHbIX, UTO CO3AaeT MHOrO-
CNOMHYI0 cucTeMy TpeboBaHU.

4. ObpalleHne 4enoBeveckux reHetnue-
CKMX PEeCcypcoB OCYLLECTBISETCH Ha OCHOBE
NPpenMyLLECTBEHHO pa3peLinTeNbHOro  Mno-
PAAKa, 332 UCKIOYEHUEM OTAE/bHbIX Cryya-
€B, KOrfa MpefyCcMOTPeH YBEeLOMUTE/bHbI
PEXUM.

5. TpaHCrpaHuyHas nepejada yenosede-
CKMX TEHETUYECKMX PecypCcoB v LOCTYMN K HUM
MHOCTPaHHbIX CyGbeKTOB aBAseTCS npeame-
TOM Hanbosee CTPOroro KOHTPOAA, BK/OUas
MEeXaHU3Mbl MPOBepKK 6e30MacHOCTU 1 yro-
JIOBHO-MPABOBbIE 3aMpeThl.

6. Cuctema OTBETCTBEHHOCTM 3a Hapylle-
HUS B chepe 06OpoTa YenoBeUeCckUX reHe-
TUYECKUX PECYPCOB HOCUT MHOTOYPOBHEBbIN
Xapaktep,  BKMOYas  aAMUHUCTPATUBHbIE
WTpadbl 3HAUNTENLHOIO pasmepa, yroloBHoe
npecnefoBaHve 1 AUCKBaANUKALLMIO.

7. B npuH4aTbIX B 20232025 rT. NOA3aKOH-
HbIX aKTax NMpoCNeXMnBAETCH TEHAEHLMS K pa-
LUMOHANM3aLMN PeryInpoBaHnsg, 0 Y4em CBU-
LeTeNbCTBYIOT paclunpeHne NepeyHs AaHHbIX,
MCKMOYAEMBbIX 13 MOHATUS MHOPMALLMKM O Ye-
JIOBEUECKMX TFeHeTUYeCKUX pecypcax, yTou-
HEeHne KpUTEepUEeB WMHOCTPAHHOrO KOHTPOAS,
ynpolleHne npouesyp AN KJAVMHUYECKUX
MCCNefoBaHWI, 4TO B LENOM HampaBaeHo
Ha CHUXeHWe afMUHUCTPATUBHOW Harpy3Kku
Ha J0OPOCOBECTHBIX YUYaCTHMKOB 060poTa
MpU COXPaHEHWMN XeCTKOro KOHTPONS 3a Kpu-
TUYECKUMYM acnekTamu.

MpumennTenbHo K Poccuiickon Pepepa-
UMM MOXHO CAenaTb BbIBOL, YTO MpaBOBOE
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peryanpoBaHmne obpalleHns reHeTUyecko  NpakTuky B AaHHOR chepe B Kutaickon Ha-
MHGOPMALIMKM U TEHETUYECKMX AaHHbIX AOMK- poAHoi Pecnybauke. B uenom perynmposa-
HO HOCUTb KOMMJEKCHbI XapakTep. [lpy  HWe AOMKHO OCYLLeCTBAATLCA B pamkax 6a3o-
GOPMUPOBAHUM MPABOBOTO PeryanpoBaHns  BOro GpefepasbHOro 3akoHa O reHeTuveckux
LeNecoobpasHo yuUNTbIBATb MONOXKUTENbHYID — TEXHONOTUAX.
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AHHOTauua

Genetic data is a highly specific type of personal data, being inalterable, inherent-
ly family-like, capable of being used to predict future health states, and incapable
of being completely anonymized. With the growing strides India is making towards
its genomic goals defined under the Genome India project and the general push
for precision medicine, the current legal architecture to regulate genomic data
has become a pressing constitutional, statutory, and ethical concern. This arti-
cle engages in a doctrinal analysis and comparative legal analysis of the existing
regulatory framework of genomicdatain India, namely the Justice K.S. Puttaswamy
(Retd.) v Union of India (2017) case, the Digital Personal Data Protection Act, 2023,
the Digital Personal Data Protection Rules, 2025, and the Indian Council of Medical
Research (ICMR) National Ethical Guidelines, 2017.

The analysis places India’s framework in a comparative perspective, which is based
on the General Data Protection Regulation of the European Union, the Genet-
ic Information Nondiscrimination Act of the United States, as well as institution-
al governance models of the United Kingdom Biobank and Genomics England.
The study points out six key regulatory gaps in the Indian regulatory landscape:
the absence of a sui generis special category for genetic data, the absence of an ad-
equate informed consent architecture suitable for longitudinal genomic research,
the lack of statutory storage and retention limits, the lack of an anti-genetic dis-
crimination statute, structural vulnerabilities in cross-border data transfer gover-
nance, and the total absence of any statutory frameworks for Al-driven predictive
genomics. The article concludes with evidence-based recommendations for the en-
actment of a dedicated Cenetic Data Protection Act, a Genetic Non-Discrimination
Act, and a National Genomic Data Regulatory Authority.

*Email: advniteshmehra@gmail.com © Nitesh Mehra, 2026

Lex Genetica. 2026. Volume 5, No. 2. 91-120

| 91


https://crossmark.crossref.org/dialog/?doi=10.17803/lexgen-2026-5-2-91-120&domain=pdf&date_stamp=2026-06-30

Nitesh Mehra
Genetic Privacy and Data Protection in India:
Emerging Legal Challenges in the Age of Genomic Research

Keywords: genetic data, data protection, privacy, genetic discrimination, informed consent, India

To cite this article: Mehra, N. (2026). Genetic privacy and data protection in India: Emerging legal chal-
lenges in the age of genomic research. Lex Cenetica, 5(2), 91-120. (In Russ.). https://doi.org/1017803/lex-
gen-2026-5-2-91-120

Received: 10.034.2026
Review completed: 03.04.2026
Accepted: 01.05.2026

leHeTnueckaa KOHPUAEHLUMANIBHOCTDb
M 3amTa AaHHbIX B UHAMK: HOBbIE NPaBOBbIE BbI3OBbI
B 3M0OXY FreHOMHbIX UCC/1Ie40BaHUMN

Hutew Mexpa®?™
"HOpuaunueckas dupma NMA, Heto-Lenu, NHans
2 Accoumaumm agBokatos Beicokoro cyaa Jenu, Hoto-Aenn, UHans

AHHOTaumMa

[eHeTHUueckme AaHHbIe NPeACTaBASOT COBOM 0COBbIN TUM NEPCOHAbHBIX AaHHbIX, MO-
CKOMIbKY OHW HemM3MeHseMbl, HOCAT MO CBOeW NPUPOAE «CEMENHbIR» XapakTep, MOryT
MCMOMbL30BATLCS A5l NPOrHO3MPOBaHMS ByayLIEro COCTOSHMA 30POBbs U HE MOTyT
ObITb MONMHOCTbI0 AHOHUMM3MPOBAHbI. B YC/I0BMAX 3HAUNTEILHOIO NPOrpecca, KOTOPoro
NHAnS nocTvraet B peannsalmm CBOUX reHOMHbIX Liefei B pamkax npoekta Genome
India, a Takxe pasBUTWS NEPCOHAN3MPOBAHHON MEANLMHbI, CYLLECTBYOLLas NpaBo-
Bas apXxMTeKTypa perynnpoBaHns reHOMHbIX AaHHbIX CTAHOBUTCS akTyalbHOM KOHCTH-
TYLIMOHHOW, 3aKOHOAATENbHON W 3ThYeckon npobnemoi. B ctaTbe NpoBOANTCS A0K-
TPUHAbHBIA 1 CPABHUTENBHO-NPABOBON aHaN3 AeNCTBYIOLLE HOPMATUBHOM 6a3bi
perynmpoBaHuns reHOMHbIX AaHHbIX B IHAWM, @ UMEHHO: pelleHns no aeny Justice
K.S. Puttaswamy (Retd.) v Union of India (2017), 3akoHa 0 3aiwmTe undpoBbiX Nepco-
Ha/bHbIX AaHHbIX 2023 T. (Digital Personal Data Protection Act, DPDP, 2023), Mpaswun
K 3aKOHyY O 3alluTe UMPPOBbIX NepCcoHabHbIX AaHHbIX 2025 1. (Digital Personal Data
Protection Rules, DPDPR, 2025), a Takxe HaunoHaabHbIX STUUECKMUX PYKOBOAALLNX
NpuHLMNOB VIHAMIACKOrO coBeTa MeAnUMHCKMX nccneaosarmii (ICMR) 2017 1.

Mpw CpaBHEHWUM MHAMIACKOR NPaBOBO CUCTEMbI aBTOp onupaetcs Ha O6Luuin perna-
MeHT Mo 3aluTe AaHHbX EBponeiickoro cotosa (GDPR), 3akoH CLUA o Heamnckpumm-
Hauum reHeTnueckon uHpopmaumnn (Genetic Information Nondiscrimination Act,
GINA), a Takxe MHCTUTYUMOHaNbHbIE MOAENN yrpaBaeHns, Takmne kak UK Biobank
n Genomics England. B nccienoBaHum BbIABAAIOTCA WECTb KAOUYEBbIX NPOOE/OB B UH-

*Email: advniteshmehra@gmail.com
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OVMIACKOM PEryinMpoBaHmnm: OTCYTCTBME 0COBOM KaTeropwn sui generis ans reHetmye-
CKMX L@aHHBIX, HELOCTATOYHOCTb MOLENN MHPOPMUPOBAHHOMO COMACKS, HE NPUCO-
COBNEHHON A5 OATOCPOUHbBIX FEHOMHbIX MCCEN0BAHMIA, OTCYTCTBUE YCTaHOBNEHHbIX
32KOHOM CPOKOB XPaHeHWus W yAaneHus AaHHbIX, OTCYTCTBME 3aKOHA O HEeLoMyCTU-
MOCTW FeHETUYECKOW ANCKPUMUHALLUW, CTPYKTYPHbIE YSI3BUMOCTW B peryinpoBaHum
TPaHCrpaHWUHOM Nepeaayun AaHHbIX, a Takxe MoNHOe OTCYTCTBME HOPMATWMBHOM 6a3bl
IN15 NPEANKTUBHOW reHOMUKM, OCHOBAHHOM Ha UCKYCCTBEHHOM WHTENNeKTe. B 3aktoue-
HWe NPeANAraloTCsl OCHOBaHHbIE Ha 3MMMPUYECKIMX LaHHBIX PEKOMEHAALMM MO NPUHATUIO
creLyanbHoro 3akoHa O 3alluTe reHeTUUECKMX LAHHBbIX, 3aKoHa O HEAUCKPUMUHALMN
N0 reHeTNYeCKOMy NpU3HaKY W Co3a4aHusa HalyoHa bHOro perynatopa reHoMHbIX AaHHbIX.

KntoueBble coBa: reHeTnueckme AaHHble, 3aliMTa AaHHbIX, KOHGUAEHUWANLHOCTD, reHeTuYeckas Anuc-

KpMMUHaLua, nHbopmupoBaHHoe cornacue, ViHaus
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Introduction

Theexponential developmentof genomicsis
one of the main drivers behind the revolution-
ary changes that modern medicine, biotech,
and biomedical research have undergone
in the recent past. New approaches to ge-
nome analysis, such as high-throughput DNA
sequencing, genome-wide association studies,
precision medicine, and genetic editing tech-
niques, lie behind significant research progress
in understanding the role of genetics in both
health and diseases (Tabor et al., 2011; Knop-
pers et al,, 2014). Moreover, when considering
the ever-growing availability and decreasing
costs of genetic technology, it becomes clear
that the utilization of genetic information has
become vital for diagnosis, medicine, public
health, and biomedical research.

As the application of genomic technolo-
gies to healthcare and biomedical research

becomes more widespread, there is an un-
precedented need for the collection, pro-
cessing, analysis, storage, and use of genetic
information in scientific research. While
such developments are expected to contrib-
ute to scientific and medical breakthroughs
in disease prevention and treatments, multi-
ple legal and ethical concerns are associated
with the governance and regulation of genet-
ic information (Knoppers et al., 2014; Phillips
etal., 2027).

An additional complexity arises from
the inherently familial nature of genetic in-
formation (UNESCO, 2003). For example, dis-
closure of genetic data by an individual may
inadvertently reveal biological information
regarding relatives who have neither under-
gone genetic testing nor consented to dis-
closure of such information. Issues of genetic
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privacy thus extend beyond individual au-
tonomy to raise broader concerns regarding
familial privacy, collective interests, and in-
tergenerational rights. Unauthorized access
to or misuse of genetic information may pro-
duce consequences that affect entire family
networks (Erlich et al., 2018).

Meanwhile the increasing commercial-
ization of genetic information has further
complicated these concerns, creating new
tensions between making scientific discov-
eries, advancing economic interests, and pro-
tecting individual rights. In response some
countries have created laws and regulations
to control the collection, processing, and use
of genetic information. Laws such as The Eu-
ropean Union’s General Data Protection Regu-
lation (GDPR)' and The United States Ge-
netic Information Nondiscrimination Act
(GINA)? confirms the recognition on the part
of many countries that genetic data needs
special legal protection due to its uniquely
sensitive nature.

In India, concerns relating to genetic pri-
vacy have gained renewed significance fol-
lowing the case of Justice K.S. Puttaswamy
v. Union of India, in which privacy was recog-
nized as a fundamental right. The Supreme
Court further emphasized that individual
autonomy provides an essential foundation
for contemporary data protection discourse
(Justice K.S. Puttaswamy (Retd) v. Union
of India, 2017). Recently India enacted a law
called the Digital Personal Data Protection
Act, 2023%. While this is a significant step

towards regulating and protecting person-
al data, it remains unclear whether these
rules are adequate for the special challenges
of genetic and genomic information. Unlike
some countries, India does not have a spe-
cial set of normative rules aimed specifically
at ensuring genetic privacy, preventing ge-
netic discrimination, and governing the use
of genomic databases.

In terms of substantial literature con-
cerning privacy, bioethics, and data protec
tion, limited scholarly attention has been
devoted to the Indian legal context (Solove,
2006). The majority of scholars fail to address
the legal issues that arise in connection with
genetic technologies. This gap is particularly
essential in the light of the rapid expansion
of genomic research initiatives and cross-bor-
der data flows.

The present work examines whether
the current legal framework is adequate
to regulate and protect genetic information.
The article also highlights challenges related
to informed consent, genetic discrimination,
and data governance through a comparative
analysis of foreign legal approaches. Genetic
information represents a unique category
of personal data requiring a dedicated regu-
latory framework capable of supporting
scientific progress while protecting privacy,
autonomy, and human dignity.

Research Objectives
The specific objectives of this study are as
follows:

' Regulation (EU) 2016/679, the General Data Protection Regulation (GDPR). EUR-Lex. Available at:
https://eur-lex.europa.eu/EN/legal-content/summary/general-data-protection-regulation-gdpr.html

2 The Genetic Information Nondiscrimination Act of 2008. Available at: https://www.govinfo.gov/content/pkg/

PLAW-110publ233/html/PLAW-110publ233.htm

*The Digital Personal Data Protection Act, 2023, No. 22 of 2023. (2023, August 11). Gazette of India, pt. Il,
sec. 1 Available at: https://www.meity.gov.in/static/uploads/2024/06/2bf1f0e9f04e6f baf8fef3se82c42aas.pdf
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1. To examine the nature and signifi-
cance of genetic data and assess the extent
to which its unique characteristics necessi-
tate enhanced legal protection beyond that
afforded to conventional forms of personal
information.

2. To critically examine the existing legal
and regulatory framework governing genetic
informationinIndia, with particular reference
to constitutional privacy protections, the Dig-
ital Personal Data Protection Act, 2023, and
relevant biomedical research guidelines.

3. To identify and analyze the principal
legal and ethical challenges arising from
the collection, storage, processing, and dis-
semination of genetic information, with
particular emphasis on privacy, informed
consent, data security, and the risk of genetic
discrimination.

4 To comparatively examine international
legal and regulatory approaches to the gover-
nance and protection of genetic information,
with particular reference to the European Union,
the United States, and the United Kingdom.

5. To critically assess the extent to which
the current Indian legal and regulatory
framework effectively responds to the dis-
tinctive privacy, governance, and ethical chal-
lenges posed by developments in genomic
research and emerging genetic technologies.

6. To develop evidence-based legal and
policy recommendations for strengthening
the governance and protection of genetic in-
formation while fostering responsible scien-
tificinnovation, strengthening biomedical re-
search, and pursuing public health objectives.

Literature Review

Genetic data has become one of the most
valuable forms of personal information
in the modern digital age. Unlike ordinary

personal or medical data, genetic informa-
tion is persistent, unique to every individu-
al, and capable of revealing sensitive details
about a person’s health, ancestry, and bi-
ological relationships. The increasing use
of genome sequencing, genetic testing, and
biotechnology research has created new op-
portunities in healthcare and scientific devel-
opment. However, it has also raised serious
concerns regarding privacy, consent, discrim-
ination, and misuse of data.

Cenetic information differs fundamen-
tally from other categories of personal data.
A substantial body of scholarship emphasizes
that genetic information possesses charac-
teristics that distinguish it from other cate-
gories of personal data. Unlike conventional
health records, genomic data are permanent,
uniquely identifiable, predictive, and inher-
ently relational, revealing information not
only about the individual but also about bi-
ologically related family members (Knoppers
et al,, 2014; Phillips et al., 2021). Because ge-
netic variants remain stable throughout life
and may generate new clinically relevant
information as scientific knowledge evolves,
scholars argue that traditional data protec-
tion principles require adaptation when ap-
plied to genomicinformation (Kaye, 2012).

Genetic Data as a Permanent
Biological Identifier

Researchers highlight the fact that genetic
information functions as a permanent bio-
logical fingerprint. Unlike health records that
can change over time, DNA remains largely
unchanged throughout a person’s life. Con-
sequently, a breach of genetic data can af-
fect not only the individual concerned, but
also family members and future generations.
Such disclosures may reveal hereditary dis-
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eases, genetic disorders, and other biological
characteristics that individuals may prefer
to keep private.

Development of Genetic Data
Protection in India

Historically, India has not possessed a com-
prehensive legal framework specifically aimed
at governing genetic data. The protection
of such information was instead primarily de-
rived from the Information Technology Rules,
2011, and ethical guidelines issued by the Indi-
an Council of Medical Research (ICMR). While
these instruments provide basic safeguards,
they have proven insufficient to address
the complexities associated with genomic re-
search and large-scale data collection initia-
tives such as the Genome India Project.

The enactment of the Digital Personal Data
Protection Act, 2023 (DPDP Act) represents
a significant development in India’s privacy
regime. The Act requires free, informed, and
specific consent before processing person-
al data and places certain obligations upon
data fiduciaries to use information only for
authorized purposes. This framework pro-
vides a foundation for regulating genetic in-
formation collected by hospitals, biobanks,
research institutions, and direct-to-consum-
er genetic testing companies.

Legal scholars increasingly conceptualize
genetic privacy as extending beyond conven-
tional informational privacy. Solove (2006)
argues that privacy cannot be understood
solely through secrecy but should also en-
compass control over personal information
and protection against inappropriate use.
Building upon this approach, genomic priva-
cy has been described as involving informa-
tional autonomy, bodily integrity, decisional
freedom, and protection against misuse
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of biological identity (Dove et al., 2022; Phil-
lipsetal, 2027).

Challenges of Genetic Data Anonymization

A major theme in the contemporary litera-
ture emerges in terms of the challenge of an-
onymizing genetic data. Scholars argue that
complete anonymization of genomic infor-
mation is practically impossible. Even when
names and personal identifiers are removed,
genetic sequences can often be linked back
to individuals through publicly available da-
tabases, genealogical records, or other data-
sets. This creates significant risks of re-iden-
tification and highlights the limitations
of traditional privacy protection methods.

Although anonymization has traditionally
been regarded as an important privacy safe-
guard, numerous studies have demonstrat-
ed that complete de-identification of genom-
ic information is extremely difficult. Gymrek
et al. (2013) showed that supposedly anony-
mous genomic datasets could be re-identi-
fied by combining publicly available genetic
and genealogical information. Subsequent
studies confirmed that advances in com-
putational methods continue to increase
re-identification risks despite technical an-
onymization measures (Erlich, Narayanan,
2014; Naveed et al., 2015).

Genetic Discrimination and Legal Gaps
Several studies point out that India lacks
a dedicated law prohibiting genetic discrimi-
nation. In countries such as the United States,
legislation like the GCenetic Information
Non-discrimination Act (GINA) prevents em-
ployers and insurance companies from using
genetic information to discriminate against
individuals. By contrast, India currently relies
on constitutional principles and judicial in-
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terpretations rather than specific legislation
to address such concerns.

Genetic discrimination has become anoth-
er important topic in contemporary schol-
arship. Existing studies demonstrate that
genetic information may influence decisions
concerning employment, insurance, educa-
tion, and access to healthcare even in the ab-
sence of manifested disease (Joly etal., 2020).
Although legal instruments such as the Unit-
ed States Genetic Information Nondiscrimi-
nation Act (CINA) address some of these
concerns, scholars continue to debate the ad-
equacy of existing legal protections in light
of expanding genomic technologies.

Community-Level Privacy Concerns

India’s social structure presents unique
challenges in genetic research. Many com-
munities are endogamous, meaning that ge-
netic characteristics are concentrated within
specific groups. As such, research findings
concerning one individual may indirectly re-
veal information about an entire community.
Arguing that traditional individual consent
models are insufficient, scholars therefore ad-
vocate the inclusion of community-level pro-
tections in genetic governance frameworks.

Although the existing literature has ex-
tensively examined genetic privacy, genomic
governance, informed consent, and com-
parative regulatory approaches, relatively
limited attention has been devoted to the in-
teraction between India’s constitutional pri-
vacy jurisprudence, the Digital Personal Data
Protection Act, 2023, and emerging genom-
ic governance initiatives. Existing studies
generally examine these issues separately,
whereas little research integrates constitu-
tional law, data protection, biomedical ethics,
and comparative legal analysis into a unified

regulatory framework. The present study
addresses this gap by examining whether
India's existing legal framework adequately
protects genetic information in light of inter-
national regulatory developments.

Methodology

The present study utilizes a doctrinal, com-
parative legal analysis methodology to ex-
amine the global and domestic regulatory
frameworks governing human genetic data.
The research is executed in three integrat-
ed phases, beginning with an international
mapping of diverse governance models. This
phasetracks the evolution of softlaw through
successive  UNESCO instruments, evalua-
tes the European Union’s GDPR, assesses
the anti-discrimination focus of the United
States’ GINA, and analyzes the governance
frameworks utilized by the UK Biobank and
Genomics England.

The second phase transitions to a localized,
doctrinal appraisal of India's fragmented re-
gulatory landscape. The constitutional evolu-
tion of informational autonomy and bodily in-
tegrity is considered under Article 21 following
the Justice K.S. Puttaswamy (2017) landmark
ruling. In addition, the statutory reach and
limitations of the Digital Personal Data Pro-
tection (DPDP) Act, 2023, are evaluated along
with the non-statutory guidelines issued by
the ICMR and the Genome India Project.

The final research phase synthesizes these
comparative legal traditions against a broad-
er socio-technical backdrop. Contrasting
the consent-centric design of the DPDP Act
with Russia’s Federal Laws No. 24-FZ and
No. 152-FZ, the study exposes a shared legis-
lative gap where state sovereignty is priori-
tized over individual protections against ge-
netic discrimination. The methodology also
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evaluates how Privacy-Enhancing Technolo-
gies (PETs), including Federated Learning,
differential privacy, and secure multi-par-
ty computation, can facilitate international
data sharing while balancing national sover-
eignty with collaborative innovation.

Legal Framework

Genetic information regulation in India
at present can be interpreted through
the prism of constitutional considerations,
data protection laws, and medical guidelines
on a specific sector. In the absence of a spe-
cific legal mechanism regulating genetic data
and ensuring its privacy in India, there are
several legal and regulatory measures that
provide certain protections for such data.
These include constitutional right to privacy,
Digital Personal Data Protection Act, 2023,
and ethical guidelines on biomedical and
genetic research®. Taken together these form
the foundation on which genetic information
in India is governed, collected, processed, and
protected. This part of the article will focus
on the analysis of these relevant constitution-
al, statutory, and biomedical legal or regulato-
ry regimes with regard to genetic information.

Constitutional Dimensions of Genetic
Privacy and Informational Autonomy

When considered as a constitutional right,
genetic privacy in India should be discussed

in relation to privacy jurisprudence that has
evolved based on Article 21 of the Indian
Constitution. Although there are no explicit
constitutional provisions protecting genetic
information as an individual category of data
protected by the constitution, the concepts
of privacy, dignity, autonomy, and the right
to control information play an important role
in its protection (e.g. Justice K.S. Puttaswamy
(Retd.) v. Union of India>). Privacy jurisprudence
in India shows how the scope of privacy pro-
tections provided by the constitution has ex-
panded over time through judicial decisions
that protect the right of citizens against any
unnecessary intrusions into their personal
lives. It is within precisely this context that
the discussion on the constitutional founda-
tions of privacy becomes crucial.

Evolution of the Right to Privacy in India
Early cases like Kharak Singh v. State of Uttar
Pradesh (1962)° and Gobind v. State of Madhya
Pradesh (1975)" paved the way for the emer-
gence of the jurisprudence of privacy by reco-
gnizing that certain parts of a citizen’s life
should be protected against unnecessary
state intervention. Later on, in R. Rajagopal
v. State of Tamil Nadu (1994)%, the Apex Court
held that an individual had a fundamental
right to protect his or her personal informa-
tion from publication, thus establishing infor-
mational privacy as an essential part of per-

*Indian Council of Medical Research. (2017). National Ethical Guidelines for Biomedical and Health Research
Involving Human Participants. Available at: https://www.icmr.gov.in/icmrobject/custom_data/pdf/resource-

guidelines/ICMR_Ethical_Guidelines_2017.pdf

° Justice K.S. Puttaswamy (Retd.) V. Union of India (2017). Available at: https:/recordoflaw.in/justice-k-s-

puttaswamy-retd-v-union-of-india-2017/

¢ Kharak Singh v. State of Uttar Pradesh (1962). Available at: https://recordoflaw.in/kharak-singh-v-state-of-uttar-

pradesh-1962/

"Gobind v. State of Madhya Pradesh (1975). Available at: https://bnblegal.com/landmark/govind-v-state-madhya-

pradesh-anr/

8R. Rajagopal v. State of Tamil Nadu (1994). Available at: https://recordoflaw.in/r-rajagopal-ors-v-state-of-tamil-nadu-ors/
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sonal liberty. In the same vein, People’s Union
for Civil Liberties v. Union of India (1997)°, which
considered the issue of telephone tapping,
reiterated that any monitoring and intercep-
tion of an individual’s personal communica-
tion had to meet constitutional guarantees.
All of these cases have helped establish pri-
vacy as an emerging constitutional principle
tied to personal dignity and liberty (Chatter-
jee, NS, 2022). Nevertheless, the exact status
of the right to privacy under the Constitution
remained unclear prior to the landmark case
of Justice K.S. Puttaswamy (Retd.) v. Union of In-
dia (2017).

Justice K.S. Puttaswamy and the Constitu-
tionalization of Informational Privacy

The Supreme Court conclusively set-
tled the constitutional position of privacy
in the case of Justice K.S. Puttaswamy (Retd.)
v. Union of India (2017), where a nine-judge
bench ruled unanimously that privacy was
a fundamental right provided under Part
Il of the Constitution. In particular, privacy
was established as an inseparable constitu-
ent part of the concept of “life” and “personal
liberty” outlined in Article 21, as a fundamen-
tal aspect of individual autonomy. It is signi-
ficant to note that, according to this decision,
informational privacy was officially regarded
as an independent constitutional value. As
such, people are expected to manage their
own personal data with care.

Technological developments, along with
the digitization of people’s personal in-
formation, have led to increased dangers
in the sphere of collection, profiling, and
surveillance of data. Informational privacy is

necessary to mitigate risks faced by individ-
uals both from states and non-state entities
able to exercise excessive power over person-
al information. It should be pointed out that
the normative basis of modern legislation is
formed according to data-protection princi-
ples of autonomy, self-determination, digni-
ty, and consent. This idea becomes relevant
especially while considering the peculiarities
of geneticinformation.

Genetic Privacy as an Extension of Constitu-
tional Privacy Protections

Ceneticinformation is distinct from other
personal information due to its lasting
nature, predictive potential, and intrinsic
familial dimension (Nakta, Dahiya, 2024).
Since, unlike other forms of information,
genetic information can reveal past and
future medical information, familial rela-
tionships, ancestral heritage, and inherited
characteristics, it involves not only person-
al but also familial and intergenerational
privacy issues. From the standpoint of con-
stitutional law, there are worries about in-
formational autonomy, bodily integrity,
dignity, and decision-making liberty in re-
gard to the unlicensed harvesting, use, dis-
closure, and commercialization of genetic
information.

The above-mentioned worries apply specif-
ically to genomic information collections, ge-
nomic research, direct-to-consumer testing
services, and precision medicine programs.
Therefore, the constitutional doctrines of in-
formational, autonomy, and human dignity
recognized by the Supreme Court may be inter-
preted as encompassing genetic information.

° People's Union for Civil Liberties ... vs Union Of India (Uoi) and Anr. on 18 December, 1996. Available at:
https://indiankanoon.org/doc/31276692/?utm_source=chatgpt.com
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Genetic Information and India’s Emerging
Data Protection Regime

Whereas the constitutional law on privacy
constitutes the basis for the protection of ge-
neticdatain India, the regulation of personal
data protection is governed under statute
law. The recent passage into law of the Digi-
tal Personal Data Protection Act, 2023, marks
a milestone for the regulation of digital per-
sonal data in this country. The Act provides
a comprehensive legal framework for the col-
lecting, processing, storage, and transmis-
sion of personal data. Even though the Act
does not make any specific mention of genet-
ic data as a specific kind of personal data, its
scope of application to genomic data in var-
jous activities such as biomedical research,
genetic analysis, personalized medicine, and
large-scale genomic databases is clear. For
this reason, it becomes crucial to analyze
the Digital Personal Data Protection Act
in order to establish whether India’s present
data protection regime can protect genetic
data in a world increasingly driven by data
and genomic sciences.

Applicability of the Digital Personal Data
Protection Act, 2023 to Genetic Information
Personal Data, as per Section 2(t) of the Act,
means any data about an individual who can
be identified by or from such data. Since
genetic data consists of unique biological
information that can be used to distinguish
between individuals, genomic data falls
within the scope of personal data (Hanspal,
2025). This is particularly significant given
the growing role of genomics in healthcare,
medical research, precision medicine, and
direct-to-consumer genetic testing. Genomic
datasets are highly sensitive, as they contain
information relating to medical conditions,
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disease risks, ancestry, and biological rela-
tionships.

The application of the DPDP Act to genetic
data is therefore important in ensuring that
genomic information is collected and pro-
cessed under legally binding rules. However,
the Act adopts a technology-neutral and cat-
egory-neutral approach. Unlike the European
Union’s General Data Protection Regulation
(GDPR), which expressly recognizes genetic
data as a special category of personal data
requiring enhanced protection, the DPDP Act
does notdistinguish geneticinformation from
other forms of personal data (Regulation (EU)
2016/679, Art. 9(1)). Consequently, genomic in-
formation remains regulated under the Act’s
general data protection framework.

Consent and Processing of Genetic Data

The concept of consent is key to the re-
gime created under the Digital Personal Data
Protection Act, 2023. Consent must be free,
specific, informed, unconditional, and unam-
biguous. Further, Data Principals should be
properly notified about the kinds of personal
information to be processed, the purposes
of processing, and their rights under the Act.
These requirements reflect the principles
of informational autonomy and self-determi-
nation recognized inJustice K.S. Puttaswamy
(Retd.) v. Union of India (2017).

The importance of informed consent is
even greater when personal information re-
lates to genetic data. Genetic information is
permanent and may reveal not only current
health status but also future disease risks
and familial relationships.

These characteristics make informed con-
sent particularly challenging. For example,
participants in genomic research may con-
sent to the collection of their genetic infor-
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mation for a specific project without being
aware of subsequent uses, further processing,
data sharing, or cross-border transfers. Re-
cent scholarship has therefore emphasized
the importance of dynamic consent models
capable of adapting to the evolving nature
of genomic research. While the inclusion
of informed consent provisions in the DPDP
Act is an important achievement, their prac
tical application remains controversial.

Obligations of Data Fiduciaries

One of the key provisions of the Digital
Personal Data Protection Act, 2023, is a set
of data-related rights designed to provide
individuals with greater control over their
personal information. Under the DPDP Act,
the Data Principal has important rights, in-
cluding the right to obtain information about
personal data processing, the right to correc
tion and erasure of personal data, the right
to file complaints, and the right to nominate
a person to exercise these rights in the event
of death orincapacity.

The significance of these rights becomes
more pronounced in the case of genomic
data. A patient has the right to know how
genetic data are collected, processed, and
shared by hospitals, research organizations,
genetic testing agencies, or biotechnology
companies (Dove et al, 2022). The rights
to correction and erasure also provide data
subjects with a degree of control over their
personal information.

Individual rights relating to genomic data
are complemented by the duties of Data Fi-
duciaries. Under the Act, Data Fiduciaries
must ensure lawful data processing, provide
adequate notice, implement reasonable se-
curity measures, and promptly report data
breaches. Given the implications of genomic

data for healthcare, insurance, employment,
and familial relationships, compliance with
these obligations is particularly important.
Together, the rights of Data Principals and
the duties of Data Fiduciaries form the le-
gal basis for protecting genetic information
in India. Although the Act does not specifi-
cally regulate genomic data, its rights-based
approach provides an important legal frame-
work for addressing privacy, transparency,
accountability, and informational autonomy.

Biomedical Governance
and the Regulation of Genomic Research
Though  constitutional  jurisprudence
on the issue of privacy and data protection
laws are key legal instruments that help
protect genetic information, the governa-
nce of genomic information involves other
factors that extend beyond privacy laws.
The generation, storage, and usage of genetic
information takes place within institutions
such as biomedical research laboratories,
hospitals, genomics databases, and genom-
ics technology projects. Within the Indian
context, the governance of genomic research
involves not only data protection and ethi-
cal guidelines but also various regulations
related to clinical research and genomics
programs initiated by the government. Con-
sequently, a critical analysis of the regulation
of biomedical research and genomic technol-
ogies in India becomes necessary.

Ethical Stewardship
of Genomic Research Governance

Ethical governance of genomic research
in India has been mainly influenced by
the National Ethical Guidelines for Biomed-
ical and Health Research Involving Human
Participants issued by the Indian Council
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of Medical Research (ICMR) in 2017. The Guide-
lines provide the primary ethical framework
for biomedical research involving human par-
ticipants and have growing relevance to ge-
nomic studies, biobanking, and the collection
and use of genetic data. Reflecting advances
in genomic technologies and data-driven bio-
medical research, they expanded their scope
to cover research involving biological materials,
biobanks, datasets, and genomic technologies.
The principle of respect for persons, which
liesatthe core of the Guidelines, encompasses
informed consent, personal autonomy, priva-
cy, confidentiality, and additional protections
for vulnerable groups (Indian Council of Med-
ical Research, 2017). In genomic research,
informed consent is particularly important
because genetic information may affect not
only participants but also their biological
relatives. Researchers are therefore required
to inform participants about the purpose
of the study, potential risks and benefits, fu-
ture use of biological materials, data sharing,
and confidentiality measures. The Guidelines
also recognize that genetic information may
reveal sensitive information about partici-
pants, their relatives, and even communities.
An important aspect of the Guidelines is
their regulation of biobanks and biological re-
positories. They establish ethical standards for
the collection, storage, transportation, and fu-
ture use of biological samples and associated
data, while emphasizing confidentiality, com-
munity participation, benefit sharing, and re-
sponsible dissemination of research findings
(Balagurunathan, Sethuraman, 2024).

Regulatory Oversight of Gene Therapy
and Genetic Innovation

The emergence of gene-editing technol-
ogies and gene-based therapies has cre-
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ated new opportunities for the treatment
of previously intractable genetic disorders.
At the same time, these technologies raise
complex ethical, scientific, and regulatory
issues, including safety, efficacy, long-term
health effects, and the potential misuse
of genetic interventions. In response, the In-
dian Council of Medical Research (ICMR), to-
gether with the Department of Biotechnolo-
gy (DBT), published the National Guidelines
for Gene Therapy Product Development and
Clinical Trials (2019).

The Guidelines establish the regulatory
framework for the research, development, eva-
luation, and clinical application of gene ther-
apy products in India. They cover preclinical
research, clinical trials, ethical review, risk as-
sessment, patientsafety, and post-trial follow-up.

An important element of the Guidelines is
the protection of human participants. Given
the potential for irreversible effects of gene
therapy, researchers and sponsors must en-
sure strict compliance with safety standards
before clinical application. The Guidelines
also distinguish acceptable applications
of genetic modification from ethically unac
ceptable practices, thereby shaping India's
regulatory approach to gene therapy.

National Genomics Programs
and Architecture of Data Governance

The field of genomics in India has made
great progress due the emergence of many
genomics projects within the country that
seek to promote biomedical research and
precision medicine studies. Some of the most
important projects are those whose signifi-
cance in the governance of genomics in India
is already widely recognized. For example,
the Genome India Project, which seeks to con-
struct a reference genome of India, was able
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to gather 20,000 biological samples from
83 communities to achieve the whole-genome
sequencing 0f10,000 people.

The scientific relevance of such programs
lies in their capacity for increasing knowledge
of genetic variants among specific populations,
improving disease prediction and developing in-
dividualized treatment and therapy for patients.
In the past, there has been an uneven distribu-
tion of people participating in global genomics
databases with the result that most data were
related to people of European origin only. As
a result, there were considerable knowledge
gaps about other groups, including those resid-
ing in South Asia. Through the establishment
of the Genome India Project, scientists will be
able to gather genetic information that corre-
sponds to the highly genetically diverse popula-
tion of India.

Despite their high scientific potential, huge
genomic databases raise serious governance is-
sues regarding privacy, confidentiality and data
security, including the obtaining of informed
consent and data exchange across borders (Bar-
man, Sarmah, 2025). Building large genomic
databases requires special governance mech-
anisms concerning data collection, processing,
de-identification, and further analysis. This
problem becomes crucial due to the unique and
irrevocable nature of geneticinformation, which
may indicate some details about the data sub-
ject’s biological relatives and offspring. There-
fore, any governance of genomic databases
should include data protection norms, ethics,
and responsibility.

International standards and
comparative regulatory approaches
UNESCO International Instruments

The first of these three successive UNESCO
documents establishes the framework for

the international norms governing genetic
data, each document providing a progres-
sively more detailed articulation of the ethical
and legal responsibilities of member states
as genome science developed.

The Universal Declaration on the Human
Genome and Human Rights (1997) is the first
international attempt to control the linkage
between genetics and human rights. The Dec
laration, unanimously adopted by UNESCO’s
General Conference and endorsed by the Unit-
ed Nations General Assembly in 1998, de-
scribes the human genome as “the heritage
of humanity”. Against this background, it
condemned practices which are “contrary
to human dignity”, such as germ-line inter-
ventions and reproductive cloning (UNESCO,
1997, Arts. 1,11, 24). Most importantly, Article
6 prohibits discrimination on the basis of ge-
netic characteristics, which violates human
rights and fundamental freedoms. However,
this provision is a normative standard that is
yet to be adopted in full by many national le-
gal systems, including India.

The International Declaration on Human
Genetic Data, which was unanimously ad-
opted at UNESCO’s 32nd General Conference
on 16 October 2003, is the most comprehen-
sive international document specifically relat-
ed to the collection, processing, storage, and
use of human genetic data (UNESCO, 2003).
The Declaration lays out a number of require-
ments, including informed consent, confi-
dentiality, data subject access, nondiscrimi-
nation, and benefit-sharing, mandating that
states ensuring compliance be supervised by
independent, multidisciplinary, pluralist eth-
ics committees (UNESCO, 2003, Arts.). 8, 14,
19, 22). The “special status of human genetic
data” (1(b) of the article), understood in terms
of its particular sensitivity, its potential
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to affect other family members and de-
scendants, and its capacity to predict future
health states, clearly acknowledges the is-
sues that have been on the agenda of domes-
tic lawmakers (immutability and issues re-
lated to family members and descendants).
However, unlike the GDPR, the Declaration
does not establish individual rights; the fact
thatthe Declarationis a “soft law” instrument
does not mean that compliance is a mat-
ter of choice, but rather that many member
states have yet to implement the Declaration
into domestic law (Feeney, 2024).

The Universal Declaration on Bioethics
and Human Rights (2005), which broadened
the scope of the UNESCO to include bio-
medical research as a whole, emphasized
the importance of human dignity, autonomy,
benefit to the individual or the community,
and non-maleficence (UNESCO, 2005, Arts.
3-8). While it is less specific to genetic data
than the Declaration of 2003 is, it offers in-
terpretive guidance to reading the consent
and privacy obligations of all three instru-
ments.

As a Member State of UNESCO, India has
political and moral commitments under
all three instruments. However, the imple-
mentation gap remains significant: the DNA
Technology (Use and Application) Regula-
tion Bill, 2019, which failed to become law,
did not reference the UNESCO Declaration
on Human Genetic Data; there is no mention
of it in the Digital Personal Data Protection
(DPDP) Act, 2023; and no subsequent leg-
islation has been proposed to domesticate
the obligations under the Declaration. This
creates a legal lacuna between India’s inter-
national obligations and its internal legal
framework, which is directly addressed by
the recommendations in the article.
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European Union

The GCeneral Data Protection Regulation
(Regulation (EU) 2016/679) (GDPR) is the most
architecturally complex data protection re-
gime for genetic data that is in effect any-
where today. While it does not purport to be
directly applicable to the Indian regulatory
context, it serves to provide categories for
the regulatory debate, whose lack of rep-
resentation in India’s Digital Personal Data
Protection Act (DPDPA), 2023, is the essence
of the present work’s normative critique.

Article 9(1): The Special Category
Prohibition

The processing of genetic data, as defined
in Article 4(13) as “personal data relating
to the inherited or acquired genetic char-
acteristics of a natural person which give
unique information about the physiology or
the health of that natural person and which
result, in particular, from an analysis of a bio-
logical sample from the natural person con-
cerned,”is subjectto a prima facie prohibition
under Article 9(1). Since this is a general pro-
hibition, processing is only lawful if the con-
troller is able to specify a valid exception
under Article 9(2). This default-prohibition
structure is superior to that of the DPDPA,
which is consent-centric and opt-in, because
it places a burden on the data controllers
tojustify data processing ex ante, rather than
it being justified if the data principal has not
objected.

The ten exceptions in Article 9(2) include
explicit consent, vital interests and public
health and scientificresearch. Article 9(2)(j) is
the most operationally relevant exception for
geneticresearch, duetoits provision allowing
processing for “historical, scientific and sta-
tistical purposes or for the purpose of the ar-
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chiving of information in the public interest”.
While the consent framework in the DPDPA
(Regulation (EU) 2016/679, Art. 6, 9(2)) re-
quires controllers to establish only a lawful
basis, a dual layer analysis is required when
it comes to Article 9(2) exception. The dual
layer analysis is required for controllers when
applying Article 9(2) exception, but not when
applying Article 6 on a lawful basis (Peloguin
etal., 2026).

Article 89: Research Derogations
and Safeguards

Subsequent to this, Article 89 of the GDPR
allows member states to derogate from var-
jous data subject rights, such as the rights
to access, erasure and portability, as long as
“appropriate safeguards” are in place (Regu-
lation (EU) 2016/679, Art. 89(1)). The GDPR,
which does not contain a prescriptive list
of the safeguards, but rather “any safeguards
necessary to ensure respect for the princi-
ple of data minimization”, includes at least
pseudonymization where feasible (Regula-
tion (EU) 2016/679, Art. 89(1)). The resulting
uncertainty in regulation has been signaled
in the academic literature, as the concept
of pseudonymization does not necessarily
preclude re-identification; thus, the question
of what constitutes “appropriate safeguards”
in the context of WGS is a normative one that
has notyet been resolved (Dove et al., 2022).

The European Data Protection Board
(EDPB) has already issued several guidelines
on the issue, the latest being the Guidelines
on consent and scientific research, while
the 2026 draft Guidelines on the processing
of personal data for scientific research pur-
poses followed. The 2026 Cuidelines state
that broad consent for future research that
has not been specified at the time of data

collection may be permissible in cases when
the research question cannot be defined
at the time of collection with the caveat that
this must be carried out within the frame-
work of robust governance accompanied by
clear communication with participants (Pelo-
quinetal, 2026). The Guidelines use the term

“almost always” when referring to the require-

ment for a Data Protection Impact Assess-
ment (DPIA) under Article 35 in the context
of research using Al, or processing of large
genetic datasets (Peloquin et al., 2026).
While not binding in India, these EDPB posi-
tions represent global best practice suitable
for use as a yardstick in India’s DPDP Act re-
search exemption of Section 17(2)(b).

Article 9(4): Member State Augmentation

Article 9(4) provides member states with
the power to “maintain or introduce addi-
tional requirements, including limitations,
with respect to the processing of genetic
data, biometric data or health data” Some
EU member states have already used this
power, such as France, where the hosting
of health data must be certified, and Ger-
many, where the hosting of health data in an
employment context is added. The CDPR’s
design, in this case, is therefore a regulato-
ry floor, not a ceiling; a design principle that
could be incorporated into India’s genetic
research legislation to allow states with large
biomedical research ecosystems, such as
Tamil Nadu or Maharashtra, to complement
a national genetic data protection law.

Institutional Enforcement

Enforcement of GDPR relies on an indepen-
dent supervisory system, consisting of Data
Protection Authorities (DPAs) in each mem-
ber state working alongside a coordinating
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body, the European Data Protection Bureau
(EDPB). Violations of Article 9 are to be sanc
tioned atthe higherlevel, up to EUR 20 million
or 4% of global annual turnover, Art. 83(5)).
The GDPR is thus a quadripartite system
of substantive protection, procedural protec-
tion, institutional review and deterrent en-
forcement, which the Indian DPDP Act only
partially emulates.

United States

In the United States, genetic data protec-
tionis notaddressed in a holistic manner, but
rather primarily from an anti-discrimination
perspective. In 2008 the Genetic Information
Nondiscrimination Act (GINA) was passed,
banning the use of genetic information
in two particular ways: in health insurance
underwriting (Title ) and in employment de-
cisions (Title I) (Genetic Information Nondis-
crimination Act, 2008, Pub. L. 110-233).

Scope and Operation

Title | bans health insurance discrimina-
tion based on an individual’s genetic infor-
mation in determining eligibility, in setting
premiums and in imposing pre-existing
condition exclusions. Employers, employ-
ment agencies, labor organizations and
training programs are prohibited from
considering the genetic information of any
individual in their hiring, firing, compensa-
tion, or establishing terms and conditions
of employment. GINA broadens the defini-
tion of genetic information to encompass
family health history, the manifestation
of disease in family members, as well as
the genetic tests conducted on a family
member, a dimension of genetic data that is
not always covered by data protection laws
(GINA, 2008 § 201(4)].
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Structural Limitations

The sectoral nature of GINA, although
innovative when it was enacted in 2008, is
seriously flawed and in some ways has re-
stricted the scope of its application as a mod-
el for modern Indian legislation. First, GINA
explicitly excludes life insurance, disability
insurance, and long-term care insurance
from its scope; this is particularly import-
ant because the Indian insurance industry
has not yet engaged in genetic risk profiling,
and so is vulnerable to the kind of actuarial
discrimination that GINA is supposed to pre-
vent, and which it does permit. Second, GINA
includes an exception from the requirement
for mandated disclosure for employers who
wish to use a “wellness program” to request
disclosure of genetic information with writ-
ten consent (GINA § 202(b)(2)), which critics
argue leads to a coercive disclosure environ-
ment for employees. Third, GINA, as a single
anti-discrimination law, does not mandate
that genetic data be collected, stored, or
used for secondary purposes functions that
are imperfectly provided for by the Health
Insurance Portability and Accountability Act
(HIPAA) Privacy Rule and, in the case of fed-
erally-funded research, by the Common Rule
(45 C.FR. Part 46).

State-Level Supplementation

GINA’s inadequacy in addressing the issue
at the Federal level has led to a significant
amount of state-level legislation. California’s
Confidentiality of Medical Information Act
(CMIA) also provides genetic protections for
life insurance and disability insurance, while
lllinois’ GeneticInformation Privacy Act (GIPA)
does the same for group life insurance, and
several states have laws that provide genetic
protections for direct-to-consumer genetic
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testing data. While highlighting the need
for a unified approach to genetic privacy,
this patchwork approach also demonstrates
the regulatory burden and overlap in protec-
tion that can be created by piecemeal legis-
lative responses, lessons which India should
learn to internalize for its own benefit by
having a more streamlined federal approach
to genetic privacy.

United Kingdom

The UK has built up a genomic data gover-
nance ecosystem which is unique in its focus
on institutional design, multi-level consent
structures, and the co-articulation of re-
search aspirations and public trust. The regu-
latory architecture is based on the Data Pro-
tection Act 2018™ (incorporating UK CDPR),
the Human Tissue Act 2004, and a set of sec-
tor-specific ethical governance structures
created by NHS England and Genomics En-
gland.

The UK Biobank, which was launched
inthe UKin 2006 as a large-scale biomedical
resource of genetic and lifestyle data from
500,000 volunteers, is the world’s benchmark
for population-level genomic governance.
Its ethical architecture is based on three
principles: a broad consent framework that
is collected at enrolment; an independent
Data Access Committee (DAC) that reviews
every research proposal in accordance with
a standardized set of criteria covering scien-
tific merit, public benefit, and minimization
of data; and contractual data sharing agree-
ments that ensure that data are used only
for purposes approved by the Data Access
Committee, that do not attempt to re-iden-
tify participants, and that involve returning

data to UK Biobank at project completion.
The DAC model separates the consent pro-
cess (which is done once at enrolment) from
the access process (which is done on a case-
by-case basis for each research request), and
allows secondary use of genetic data without
necessarily asking the participant to re-con-
sent, while still affording independent gover-
nance oversight. The “trustee model” of data
governance has gained considerable support
in the scholarly literature as an alternative
toopt-in or opt-outin cases where uses of data
forfuture researchare notspecified atthe time
of data collection (Dove et al., 2022).

Genomics England and the 100,000
Genomes Project

The 100,000 Genomes Project was
launched by Genomics England in 2012 and
completed in 2018, in which 100,000 ge-
nomes from National Health Service (NHS)
patients with rare diseases and some cancer
types were sequenced. The consent structure
for the project s tiered; in consenting to their
data being used for broad genomic research,
individuals participating in the project have
the option to allow their data to be used for
further research (genomics research that
goes beyond clinical care) with the potential
to withdraw at any time without impacting
clinical care (consent to further research),
and the potential to withdraw from the pro-
gram at any time without impacting clinical
care (broad genomic research). There are
governance issues over the control of data,
particularly with the NHS Genomic Med-
icine Service (CMS), which was created
in 2018 and has since introduced genomic
sequencing into clinical pathways. There are

° Data Protection Act 2018. Available at: https://www.gov.uk/government/collections/data-protection-act-2018
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governance issues over the control of data —
in particular with the NHS Genomic Medicine
Service (GMS), launched in 2018, which has
integrated genomic sequencing into routine
clinical pathways — creating issues of data
governance that sit between clinical records
(which are governed by the Data Protection
Act 2018) and research data (which are gov-
erned by the UK GDPR Article 89 derogations).
The MHRA and NHS England have worked
together to provide guidance on the use
of genomic data for both clinical and re-
search purposes, separating each purpose
and ensuring that research-purpose process-
ing meets the Article 89 safeguard require-
ments, which India’s institutions (the Indian
Council of Medical Research and the Central
Drugs Standard Control Organization) have
not followed.

Human Tissue Act 2004 and Data
Protection Act 2018

In England, Wales and Northern Ireland,
the Human Tissue Act 2004 governs the tak-
ing, holding, using, and destroying of human
tissue, which includes tissue samples for ge-
netic processing. In providing for a licensing
regime for tissue banks, the Act specifies
“appropriate consent” for each of the various
categories of use (Human Tissue Act, 2004,
Sch. 1). Most significantly, the Act provides
forenforceable offences for the use of tissues
without proper consent, a criminal law safety
net which is missing from the Indian frame-
work in which the guidelines of the ICMR are
voluntarily enforceable. The Data Protection
Act 2018 builds on the UK GDPR with sec
tor-specific provisions, such as Schedule 1,
Part 1, which defines “research, public inter-

est, or official functions” as one of the large
publicinterests for processing special catego-
ry data, which includes genetic information
(Data Protection Act 2018, Sch. 1, Part 4).

Comparative analysis

The above analysis of international instru-
ments and comparative jurisdictions leads
to the following five structural lessons of im-
mediate relevance for India’s legislation.

First, the architecture of Article 9 of
GDPR clearly demonstrates that the protec-
tion of genetic data requires a special status
for the data as a special category, which, by
default, should be subject to a prohibition
on processing unless specific legal grounds
are given. Genetic data (including genom-
ic and proteomic data) should be includ-
ed in an express special category schedule
of the DPDP Act for India, where consent
should be especially informed. DPIAs must
be conducted before processing, and inde-
pendent ethics committees must oversee
the processing of such data. In the absence
of genetic-specific provisions, a general
data protection statute leads to compliance
fragmentation. Singapore’s parallel failure
to set up a special category framework under
the PDPA, and the reliance on the HBRA as
a gap-filling mechanism, is a good illustra-
tion of this argument.

Second, Indian law contains no provisions
comparable to those of GINA, creating a sig-
nificant normative gap. An “India-GINA” that
extends protection to health insurance, life
insurance, and employment, while address-
ing GINAs limitations regarding long-term
care insurance and disability insurance,
would facilitate the domestic implemen-

"the Human Tissue Act 2004. Available at: https://www.legislation.gov.uk/ukpga/2004/30/part/1
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tation of the non-discrimination principles
enshrined in the UNESCO Declaration on Hu-
man Genetic Data (2003) and the equality
guarantees implicit in the Puttaswamy pro-
portionality framework.

Third, the HBRA biobank governance
model that features mandatory IRB approv-
al, statutory licensing of tissue banks, inde-
pendent data access committees, technical
access controls and a prohibition on re-iden-
tification offers an operational institution-
al blueprint to India’s proposed National
Biobank and Genomic Data Regulatory Au-
thority. The current governance mechanism
of the Genomelndia Project, which rests
onvoluntary ICMR guidelines and involves no
statutory obligations, is clearly inadequate.

Fourth, the combination of the UK Bio-
bank DAC model and the NPM governance
architecture in Singapore'? provides an ex-
ample of a broad consent collected at enrol-
ment that can be aligned with responsible
secondary use through independent ac-
cess oversight by criteria. The prospective
nature of longitudinal genomic research is
not captured by the consent framework es-
tablished in India, which is based on the re-
quirement for “free, specific, informed, un-
conditional, and unambiguous” consent
in the DPDP Act, and thus should be sup-
plemented by dynamic consent mechanisms
proposed in the recommendations set forth
in this article.

Fifth, the successive instruments of UNE-
SCO show that the international community
has been aware of the particular dangers
of genetic data since 1997, almost 30 years

before the enactment of the DPDP Act. In-
dia’s continued failure to implement the prin-
ciples of the Declaration through dedicated
legislation does not just imply a lack of legal
formality; rather, it has also been a regula-
tory stance that has favored the scientific
utilization of the immense genetic diversity
of India over the legal protection of the peo-
ple who represent India’s diversity.

Key Legal and Ethical Challenges
Informed Consent

While consent lies at the heart of data pro-
tection law, its application to genetic data
exposes fundamental conceptual inadequ-
acies in India’s existing framework. The Digi-
tal Personal Data Protection Act, 2023 (herein-
after “DPDP Act”) defines valid consent as

“free, specific, informed, unconditional, and

unambiguous” (Digital Personal Data Pro-
tection Act, 2023, s. 6). This formulation,
borrowed largely from the GDPR, does not
really fit the research context. A person who
agrees to have their genome sequenced
to study heart disease cannot really anti-
cipate that the same data might be used later
for pharmacogenomic drug trials, ancestry
profiling, or machine learning-based disease
prediction, applications that are not merely
unforeseen, but may not yet exist at the time
of consent (Tavani, 2004). The problem that
emerges here is not so much to do with
the process itself as with how we think about
it: informed consent assumes we can know
and tell people about uses of their data.
In practice, genomic research often makes
this impossible.

2 Agency for Science, Technology and Research. National Precision Medicine (NPM) programme. Genome
Institute of Singapore. Available at: https://www.a-staredu sg/gis/our-science/precision-medicine-and-

population-genomics/npm
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The traditional way of getting consent
for an event is not compatible with biobank
research that goes on for decades and uses
genetic samples many times (Kaye, 2012).
The Indian Council of Medical Research
(ICMR) National Ethical Guidelines for Bio-
medical and Health Research (2017) partially
acknowledge this by introducing “broad con-
sent” as a mechanism for biobank research
which permits consent for an undefined
range of future research within a specified
domain (Indian Council of Medical Research
[ICMR], 2017). The broad consent model,
then, represents a compromise arising from
the conflicting demands of ethics review
boards, which often prefer case-by-case
consent, and the practical need for the long-
term access to data afforded by large-scale
population genomics, for which continuous
re-consent is scientifically impractical (Knop-
pers, 2010). The problems inherent in this
broad consent model in terms of the solution
it presents to the aforementioned tension
may allow it to act less as an affirmation
of autonomy and more as a carte blanche
waiver of individual rights, especially when
the subject is lacking the necessary scientific
and digital literacy skills with which to fully
comprehend the implications of broad con-
sent (Tavani, 2004).

Responding to exactly these problems,
the more complex system of dynamic con-
sent has arisen. Dynamic consent systems
enable research subjects to maintain and
update their preferences regarding the use
oftheirdata usingdigital interfaces, receiving
information about new uses as they become
available, and potentially withdrawing their
consent for some projects, while remaining
a participant in others (Kaye, 2012). An ap-
propriate response to the crisis of governance
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in genomics will not be to make modifica-
tions to existing frameworks of consent, but
rather to develop a system of “e-governance”
that includes technological tools to facili-
tate compliance together with legally robust
forms of accountability designed to operate
on the global scale at which genomics data is
increasingly being shared.

The DPDP Act contains no such provisions
as dynamic consent, while the DPDP Rules,
2025 do not establish it even for any category
of sensitive data. The lack of it is of particu-
lar concern given India’s stated goals under
the Genomelndia Project, which seeks to se-
quence 10,000 Indian genomes to conduct
population level research.

A survey of 10,881 adults in Japan found
that individuals expected much higher pro-
tections in place if their genetic and clini-
cal data were to be shared along with their
family members’ data than if it was only
individual data sharing (Takashima et al,
2018). The study is based on an intuitive, yet
complex, concept: genetic data has inherent
familial privacy implications. That is, the se-
quencing of one person’s genome simultane-
ously provides probabilistic health data, fa-
milial information, and lineage information
about the biological relatives of the individ-
ual sequenced, who may have not given their
consent to any research involvement (Nav-
eed et al, 2015). The Indian approach is ill-
equipped for the problem, in that it does not
even acknowledge genetic data as a unique,
sensitive category under the DPDP Act.

Specific threats associated with the chal-
lenge of re-identification include attacks
via pseudo-anonymized sequences, attacks
exploiting phenotype inference via aggre-
gated GWAS data, and “kin privacy breaches”
in which a shared genome of a non-consent-
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ing relative is reconstructible through linkage
disequilibrium given the genome of a relative.
Suchattacksare notjustspeculative. Gymrek et
al. (2013) found they could re-identify individu-
als through supposedly anonymized genomic
datasets by using the relationship between
Y-chromosome markers and genealogical da-
tabases. The consequences of this finding for
India are clear. If anonymized genomic data
cannot be safely de-identified, then a frame-
work like that set out in the DPDP Act, which
specifically excludes anonymized data from
its ambit as “personal data”, will be of little
value to researchers — and more importantly
to individuals — conducting genetic research.

Lastly, although the DPDP Act states an
individual has the right to withdraw con-
sent (s6(4)) once their genetic data has be-
come a part of a combined data set, has
been fed through training a computational
model, or been given to an international re-
search consortium, it may be impossible for
them to achieve that right. Ensuring that an
individual is completely withdrawn from
research is one of three problems, the other
two being ensuring anonymity and provid-
ing sufficient information for the informed
consent process. That the withdrawal of one
family member’s data from a familial study
may weaken the scientific utility of the data-
set may produce institutional pressure not
to withdraw. The DPDP Act lacks a provision
to deal with withdrawal in situations such as
these; moreover, there is no provision for re-
dress if withdrawal isimpossible.

Storage, Retention, and Security
of Genetic Information

A general duty not to retain personal data
longer than is necessary for its purpose
of processing has been imposed upon data

fiduciaries by the DPDP Act (s. 8(7)). No time
limit for storage of genetic data is defined
in the DPDP Act, while the DPDP Rules,
2025, contain no sector-specific clauses
for genomic datasets, a situation contrary
to the position under the GDPR, which has
dedicated guidance by the European Data
Protection Board on storage limitation
in the context of special category data, in-
cluding genetic data.

This lack of statutory limits for data reten-
tion in the context of genetic data is made
more acute due to the fact that a genom-
ic dataset is permanent and perpetually
of growing value. This factor is not adequate-
ly captured by general principles of data
minimization. Indeed, as Naveed et al. (2015)
observe, one of the six unique features of ge-
nomicdatais thatits information value never
declines; unlike blood pressure or glucose
readings, a genomic dataset archived for fif-
ty years holds the same information value
in relation to health predisposition, kinship,
or heritage as when it was created (Naveed
etal, 2015). Permanence is not merely a fact;
it is a matter for the law: a legal framework
treating the storage period of a genomic
dataset no differently from a transactional
one demonstrates a fundamental problem
in terms of understanding the specific nature
of the data.

The prospectivity of genetic data — rep-
resented by its capacity to yield previously
unknowable information as science advanc
es—means its retention does not necessarily
pose diminishing, but ever-increasing risks,
about which no provision of the DPDP Act or
the DPDP Rules, 2025, makes any mention.

Compounding these risks, there are no
legally mandated minimum-security stan-
dards for genetic data at Indian biobanks and
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genomic research institutions. While data
fiduciaries designated Significant Data Fidu-
ciaries are required to appoint DPOs and con-
duct DPIAs under the DPDP Act (s.10), these
criteria were widely defined and discretion-
ary, and itis questionable whether a majority
of genomic research institutions will qualify
on merevolume alone. The DPDP Rules, 2025
are not clearer in this regard.

Beyond issues of data security during re-
tention and transfer, the technical limitations
of anonymization additionally compromise
the security of stored genetic data. It has
been proven empirically that genetic data is
re-identifiable after purportedly anonymiza-
tion by comparing anonymized sequences
to publicly available genealogical data and
general demographicinformation (Gymrek et
al., 2013). This has a direct legal consequence,
which Indian law does not reflect; indeed, ge-
netic data cannot be fully anonymized, since,
unlike other medical data, itis a unique mark-
er pointing to a single individual. Claiming
that anonymized genetic data falls outside
the scope of data protection law is therefore
scientifically demonstrably false; neverthe-
less, the definitions of personal data and an-
onymization in the DPDPA ignore this. No
provision requires data fiduciaries to attempt
adversarial re-identification testing prior
to publishing research datasets.

This leads into a deeper problem with re-
gard to the GDPR’s right of erasure: the possi-
bility coexisting under the GDPR’s special cat-
egory protections of processing genetic data
for scientific research purposes and the exis-
tence of indefinite deletion rights means that
legal reasoning cannot find a way forward
on balancing the two. Where the CDPR’s
system is struggling to find adequate legal
pathways to balance these rights and inter-
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ests through the complex interplay of spe-
cial category data, derogations for scientific
research (Art. 89(1)), and guidance from su-
pervisory authorities, the Indian framework,
which does not even recognize genetic data
asadistinct special category of personal data,
struggles at a much more fundamental level.
The missing safeguards of data retention pe-
riod, security standards, and a scientifically
based anonymization doctrine need specific
legislative action, not the application of gen-
eral DPDP Act principles.

Genetic Discrimination

Of all the challenges identified in this
article, the absence of any anti-discrimina-
tion framework for genetic data is perhaps
the most consequential regulatory failure
in India’s current legal landscape.

Employment and Insurance
Discrimination

No Indian law, in the context of employ-
ment, prohibits an employer from asking for
the genetic information of a job applicant
or from using a candidate’s genetic predis-
position for a disease to make hiring/firing/
promotion decisions. The lack of a compre-
hensive regulatory framework to address
the issues surrounding genetic discrimina-
tion is all the more apparent in light of legis-
lative approaches that more mature jurisdic-
tions have adopted. The Genetic Information
Non-Discrimination Act (GINA) in the United
States prohibits employers from using gene-
tic information in employment decisions un-
der Title Il, along with a prohibition on health
insurers from using genetic information for
underwriting under Title | (Genetic Infor-
mation Non-Discrimination Act, 42 U.S.C.
2000ff, 2008). Canadian legislation criminal-
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izes the compelling of genetic test disclosure
as a pre-condition for receiving services or
goods (Genetic Non-Discrimination Act, 2017)
with criminal penalties reaching C$1 mil-
lion or 12 months imprisonment (Joly et al,
2020). The European Union’s Ceneral Data
Protection Regulation prohibits the process-
ing of genetic data unless specific conditions
are met, including explicit consent, while
the Council of Europe’s Recommendation CM/
Rec(2016)8 forbids insurers from demanding
genetic tests or from providing cover based
on disclosure of prior test results (Joly et al,
2020). No equivalent Indian statute or legisla-
tive measure exists to prevent either occupa-
tional or insurance genetic discrimination.

The clear danger this lack of protection cre-
ates is not hypothetical. Joly et al. (2020) note
that the first instances of genetic discrim-
ination, which occurred within the health
insurance and employment sectors, include
discrimination on the basis of the sickle-cell
trait status among potential insurance/job
applicants; moreover, in North America and
Europe, the passage of decades of multiple
legislative enactments has only led to partial
protection. As direct-to-consumer genetic
tests become more popular in the Indian
market and the results of research from
biobanks are more extensively used by ac
tuaries, insurers and employers will obtain
ever-increasing power to profile citizens ge-
netically without any legislative constraints.
The Insurance Regulatory and Development
Authority of India has not introduced any
binding guidelines with regard to the usage
of genetic information for insurance under-
writing, while the DPDP Act makes no specific
prohibition of the discriminatory use of sensi-
tive personal information in the insurance or
employment sectors.

Existing Indian constitutional law offers
some—albeitinadequate—protection. Article
14 (right to equality) and Article 15 (prohibi-
tion of discrimination) of the Indian Constitu-
tion applies to State action and not generally
to private parties. Additionally, genetic pre-
disposition is not a recognized classification
of discrimination under the constitutional
framework. While a 2018 decision by the Del-
hi High Court established that insurance pol-
icies cannot exclude coverage for genetic
disorders (M/S United India Insurance v. Jai
Parkash Tayal, RFA 610/2016, 2018, grounded
on a right to health argument derived from
Articles 14 and 21 of the Constitution), this
judgment was ultimately limited by the Su-
preme Court to public sector employees (M/S
United India Insurance Co. V. Jai Prakash Tay-
al, SLP 29590/2018, 2018). As Joly et al. (2020)
highlight in their global survey of genetic dis-
crimination legislation: “Reliance on general
privacy, disability or anti-discrimination prin-
ciples is always likely to create patchy and in-
complete protections since such general prin-
ciples were not drafted to cater to the specific
risk profiles posed by genetic information”.

Joly et al. (2020) demonstrate that the
piecemeal approach to genetic discrimination
in manyjurisdictions has failed to offer robust
protection even in the sectors of insurance
(particularly long-term care and life insurance)
and employment, noting that it has failed
to address various types of discriminatory
practices. In India, not even such an indirect
form of protection exists. This legislative
void allows for the expanding clinical and
commercial use of genomic data to proceed
inthe absence ofadequate legal mechanisms
to protect individuals from discrimination
based on it in two crucial sectors: insurance
and employment.
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Law Enforcement and the Criminal
Justice System

The DNA Technology (Use and Application)
Regulation Bill, 2019, which lapsed without
being legislated, envisaged the creation
of National and Regional DNA Data Banks
where indices on ‘crime scene” “suspects,’
“undertrials,” “missing persons,” and “volun-
teers” would be stored (Clause 25). In par-
ticular, the notion of an index on “suspects,”
allowing for the storage of DNA profiles
of individuals not convicted of an offense,
constituted a serious constitutional concern
under Articles 20 and 21 of the Constitution,
transgressing both the right against self-in-
crimination and the right to privacy identi-
fied in Puttaswamy.

The most structurally troubling is the pos-
sibility of familial DNA searches; a process
by which law enforcement agents use DNA
at the crime scene not to match the profile
exactly but partially with a database so as
to find a biological relative to the actual
offender. This technique, which has been
used extensively in many jurisdictions, has
faced much criticism for their dispropor-
tional impact on ethnic and racial minorities,
whose profiles disproportionately feature
in forensic databases (Greely et al, 2006).
In the Indian context, where caste and
tribal identities correlate with specific ge-
netic markers, such familial DNA searches
in the absence of a regulatory framework
carried the high risk of genetically reinforcing
caste-based surveillance.

Cross-Border Transfer of Genomic Data
and Data Sovereignty

The DPDP Act will allow free and easy
transfer of data internationally through wh-
itelisting, with the Central Government be-
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ing held responsible for notifying to which
countries personal data may be transferred
(Section 16). The issue with the white-list-
ing mechanism is that no parameters exist
to govern the whitelisting of countries, nor
is there any indication within the DPDP
Rules, 2025, concerning how they should
provide effect to the provisions of Section
16 and its complexities relating to sensitive
genomic data.

The potential threat of genomic data being
used to jeopardize national security should
not be underestimated. India’s vast and ge-
netically diverse population comprising over
athousand endogamous groups and sub-pop-
ulations representascientificresource of great
strategic significance. Unfettered access by
foreign entities to Indian genomic data en
masse could theoretically lead to the devel-
opment of drugs targeting certain ethnicities,
biological weapons targeting certain gene
compositions, or espionage conducted using
the data from surveillance of the population’s
genetic profiles. Fortunately, this aspect has
not been overlooked. China’s Human Cenetic
Resources Administration Regulations (2023)
adopt precisely the opposite approach, plac-
ing tight controls on exports of human genetic
resources data, and requiring governmen-
tal authorization for international transfer
of such data (Ministry of Science and Technol-
ogy of China, 2023). The Indian legislation has
not erected similar safeguards.

The contradiction between open science,
which highly advocates unfettered access
to and transfer of genomic data for inter-
national research, and the concept of data
sovereignty does indeed appear to pose
an intractable issue for Indian legislation.
A compromise, which, unlike China’s overly
restrictive policy, has already attracted crit-
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icism for impeding scientific collaboration,
can be achieved by introducing data protec-
tion impact assessments prior to the interna-
tional transfer of genomic data, permitting
the conditional rather than outright approv-
al of the transfer, and enacting binding data
governance agreements between interna-
tional research institutions. However, none
of these provisions were included in the cur-
rent Indian legislation.

Emerging Issues: Al, Algorithmic bias
and predictive genomics

The integration of ML and Al into genomic
research have thrown up qualitatively new le-
gal and ethical challenges, which the current
Indian law is inadequately prepared to meet.

The use of polygenic risk scores (PRS) — sta-
tistical models which combine multiple thou-
sands of genetic markers into a single value
predicting risk for complex traits such as 1Q,
educational outcomes, cardiovascular dis-
ease or psychiatric conditions — is already
widespread in clinical and commercial con-
texts (Khera et al., 2018). Their application
in insurance underwriting, employment pro-
filing, and education selection represents an
unprecedented form of discriminatory pre-
diction, since it predicts what individuals will
likely do and experience based on what their
genomes say and not on the consequences
of their past actions. However, India has so
far failed to provide any framework to regu-
late their use.

Theissuessurrounding algorithmicbias are
acutely relevant to India. Most PRS models
were trained primarily on data collected from
Caucasians, the majority ethnic group that
constitutes the bulk of genome data reposi-
tories worldwide (Martin et al.,, 2019). When
applied to Indian populations with their

uniquely diverse genetic background, which
has evolved over thousands of years of endo-
gamy and population stratification, it gen-
erates discriminatory predictions. This does
not provide evidence of malicious intent, but
does indicate a structurally ingrained flaw
in the data training mechanism that is prone
tomaking prejudiced classifications. The DPDP
act does not currently include any provision
mandating algorithmic audits for genomic Al
applications in India, let alone any other sec
tor-specific legislation for that purpose.

A different type of legal problem arises
in the form of the advent of genome editing
tools such as the CRISPR-Cas9 and other sim-
ilar technologies. Such technologies clearly
go beyond the boundaries of data protection
to enter into the realm of transgeneration-
al rights. Germline editing, which involves
making heritable genetic alterations to an
embryo, thus infringes on the genetic priva-
cy and autonomy of individuals who, since
they do notyet exist, cannot consent to these
changes. Indian legislation currently has no
specific rules about germline modifications,
the transmission of changes to later genera-
tions or the rights of children with genetical-
ly edited genomes. This legislative vacuum,
however, will not remain tenable with ad-
vances in the field.

Discussion
Genetic Privacy as a Fundamental Concern
The growth of genomic research has creat-
ed a tension between scientificadvancement
and privacy protection. Genetic information
is fundamentally different from ordinary
personal data because it cannot be changed
or replaced once exposed. A breach may cre-
ate lifelong consequences and affect multi-
ple generations.
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Adequacy of the DPDP Act, 2023

The DPDP Act represents an important
step towards protecting personal data in In-
dia. However, the Act, which was designed
as a general data protection law, does not
contain provisions specifically tailored to ge-
netic information. As a result, issues such as
genomic profiling, hereditary information,
genetic discrimination, and familial consent
remain inadequately addressed.

Problems with De-ldentification

The assumption that removing personal
identifiers is sufficient to protect privacy has
become increasingly questionable. Scientific
evidence demonstrates that DNA data can
often be re-linked to individuals through ad-
vanced computational techniques. Therefore,
traditional anonymization methods cannot
fully protect genetic information.

Risk of Genetic Discrimination

One of the mostsignificant legal concernsiis
thepossibilitythatemployers,insurers,orother
organizations may use genetic information
to make decisions regarding employment, in-
surance coverage, or financial benefits. Such
practices can create unfair disadvantages for
individuals, who merely possess a genetic
predisposition to certain medical conditions.

Community and Cultural Implications

India’s unique demographic structure in-
troduces additional concerns. Publication
of genetic information associated with spe-
cific communities may reinforce stereotypes,
encourage social stigma, or lead to discrim-
ination against vulnerable groups. Existing
consent mechanisms, which focus primarily
on individuals, do not adequately consider
collective privacy interests.
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India-Russia Cooperation
and Data Sovereignty

India and Russia share a common commit-
ment to protecting sensitive biological in-
formation. Their legal frameworks prioritize
data localization and sovereign control over
genetic resources. While this approach en-
hances security, it also creates barriers to in-
ternational scientific cooperation. Therefore,
innovative technological solutions are nec
essary for balancing privacy with research
objectives.

Importance of Privacy-Enhancing
Technologies

Federated learning, differential privacy,
and secure computation techniques provide
an effective middle path. These methods al-
low researchers to generate valuable insights
while ensuring that raw genetic information
remains within national borders. Such tech-
nologies may become central to future inter-
national genomic research frameworks.

The Conflict between state sovereignty
and international collaboration

The tightening legal landscapes in India
and Russia reveal a growing tension between
national data sovereignty and international
scientific advancement. While India relies
on the generalized, consent-driven archi-
tecture of the DPDP Act 2023, Russia treats
genomic data as a strict matter of national
security, governed by Federal Law No. 24-FZ
On State Genomic Registration, as well as
rigid data localization mandates under Fede-
ral Law No. 152-FZ. Furthermore, executive
initiatives like Russia’s Federal Research Pro-
gramme for Genetic Technologies (Presiden-
tial Decree No. 680) provide a direct sover-
eign parallel to the Genome India Project,
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demonstrating how both nations map their
populations’ DNA under entirely separate ad-
ministrative structures.

This hyper-focus on national oversight ex-
poses a shared legal gap: both countries heav-
ily prioritize state sovereignty and biosecurity
over individual civil protections against gene-
tic discrimination. Consequently, these strict
data borders create severe legislative bottle-
necks for international partnerships, as raw
genomic data can no longer be legally or phys-
ically shared across borders. This institutional
friction provides a powerful legal justification
for moving away from legacy data-transfer
models and shifting aggressively toward de-
centralized, privacy-preserving technologies.

Recommendations
Enact a Dedicated Genetic
Data Protection Law

India should introduce specialized legis-
lation specifically regulating the collection,
storage, processing, sharing, and deletion
of genetic information. Such legislation
should supplementthe DPDP Actand address
the unique characteristics of genomic data.

Introduce a Genetic
Non-Discrimination Act

A separate law should prohibit employers,
insurance companies, educational institu-
tions, and financial organizations from using
genetic information to discriminate against
individuals. This would strengthen constitu-
tional guarantees of equality and dignity.

Establish Community-Level
Consent Mechanisms

For research involving tribal populations,
indigenous groups, or genetically distinct
communities, ethical approval should in-

clude community consultation and collective
consent mechanisms in addition to individu-
al consent.

Strengthen Biobank Governance

National biobanks and genomic reposi-
tories should adopt advanced cybersecurity
measures, regular audits, encryption stan-
dards, and transparent accountability mech-
anisms to prevent unauthorized access.

Promote Synthetic Data Models

Researchers should be encouraged to use
synthetic datasets that replicate statistical
patterns without exposing real individuals’
genetic information. This would significantly
reduce privacy risks while supporting scien-
tific research.

Create Specialized Regulatory
Authorities

A dedicated genetic data protection au-
thority should be established to monitor
compliance, investigate breaches, and for-
mulate sector-specific guidelines.

Encourage Privacy-Enhancing
Technologies

Government agencies should actively pro-
mote federated learning, local differential
privacy, and secure multi-party computation
as standard practices for genomic research.

Strengthen India-Russia
Research Agreements

Future bilateral agreements should man-
date secure technological frameworks rather
than unrestricted data sharing. Research col-
laborations should rely on federated systems
that allow joint analysis while preserving na-
tional sovereignty.
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ImplementJoint Regulatory Audits
Compliance with privacy standards and
prevent misuse of genetic information.

Increase Public Awareness

Citizens should be educated about the risks
and benefits of genetic testing, informed
consent, and privacy rights. Public aware-
ness is essential for responsible participation
in genomic research.

Conclusion

With the fast-paced progress currently tak-
ing place in genomics and genetic engineer-
ing, immense opportunities are presented
in scientific development and medical care.
Nevertheless, the accumulation of genetic
material creates various legal and ethical
implications surrounding privacy, informed
consent, data protection, discrimination,
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HayuHo-o6pa3oBate/ibHbii LEHTP
npaBoBoro obecreyeHns 6GO3KOHOMMUKU

1 reHeTMYeCKMX TEXHONOril YHUBepcuTeTa
umenn O.E. KytadpuHa (MT'HOA)

Ha MOCKOBCKOM MHHOBALMOHHOM
topuanyeckom popyme

14 1 15 mas Ha nnowaake Lindposoro aeno-
BOrO MpOCTpaHCTBa cocTosncs MOCKOBCKMIA
MHHOBALUMOHHbIA OPUANYECKNIA GOPYM, KOTO-
PbIf CTaN YHMKaNbHBIM MEPONPUATUEM ANS 06-
MeHa OMbITOM M MOWCKa MHHOBALVOHHbIX Npa-
BOBbIX pELUeHWN Ha COBPEMEHHbIE BbI30BbI.
Mporpamma ¢opyma OXBaTblBAeT KJ/KOYEBble
cdepbl, e NpaBo NepecekaeTcs C TeXHONOMMs-
MW, SKOHOMUKOM, HayKOW, MPOMBILINEHHOCTbHIO
n obulecteom. bonee 3000 npenacTasuTenei
OPUAMYECKOro COOBLLECTBA MPU YUYaCTUN Bbl-

JaoULMXCa 3KCnepToB obcyamnn dyHaamMeH-
Ta/IbHYt0 PO/b MpaBa B 0becrneyeHnmn TeEXHON0-
MMYeCcKoro MMAepcTBa rocyAapcTsa.

HayuHo-06pa3oBaTenibHblii LEHTP NpaBOBO-
ro obecrneueHuns BUO3KOHOMUKN 1 reHeTuye-
CKMX TEXHOMOTUA BbLICTYNWA OPraHn3atopom
Tpex meponpuatuin popyma. Moaepatopom
MEPONPUATUIA BLICTYNUA 3aBedyrowmnin Kade-
APOA MeAMLMHCKOro NpaBa 1 npaea buotex-
Honoruii, pykoeoautens LleHTpa komneTeH-
unit «<brnonpaso», anpextop HOLL npasoBoro
obecneyeHns GUO3KOHOMUKM 1 TEHETUYECKMX
TexHonoruit Yuuepcuteta nmeHn O.E. Kyta-
dunHa (MI'OA) Oner CepreeBuu lprHb.

14 mas cocTosinack ceccud «MeduyuHa, pap-
MAUesmuUKa U npdaeo: napmuepcmeo 0A9 300po-
gbecOepexeHUs», B pamkax KOTOPOW 3KCnepThl
06CYANN  aKTyasbHble BbI30BbI MPABOBOTO
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- TPAsoAnaungpcrg,

perynmpoBaHus B chepe 34paBoOXpaHeHus:
OT NPOBEeAEHNS KNMHUYECKMX UCCAeL0BAHNN
1 060pOTa 1EKAPCTBEHHBIX CPEACTB A0 3aLM-
Tbl MEPCOHANbHbIX AaHHbIX, MCNOAb30BAHMS
BCMOMOraTe/lbHbIX  PenpoAyKTUBHBIX TeXHO-
NOTUIA 1 BHEAPEHUS UHHOBALMOHHBIX Mea-
LMHCKMX pa3paboTok. MapTHEpPOM NoLLaaKu
BbicTynunno Gy «3Haodapms.

B AvcKkyccvn NpuHAAW yyacTue AMpekTop
[enaptameHTa HaykuM W WMHHOBALMOHHOIO
pa3BMTMS  34paBooxpaHeHns  MuH3gpasa
Poccun Uropb Buktoposuu Kopobko, npo-
PEKTOp MO HAy4YHO-TEXHUYECKOMY Da3BUTHIO
[epsoro MOCKOBCKOTO MeAWNUMHCKOTO YHW-
Bepcuteta umeHn WM. CeuyeHoBa Bagum
Bnagumuposuu TapacoB, npeactaButenb
Oryn «3xpodapm» ExatepuHa CepreeBHa
CadoHoBa, 3amecTuTeNb HaYanbHKKa Ynpas-
NeHNs Aenamu v KOOpPANHALMWN AeSTeNbHOCTH
[enaptameHTa 34paBOOXpaHeHUs roposa
Mockebl BukTtopua EBreHbeBHa KoBanesa,
3aMecTUTeNb AMpeKTopa Mo HayuHol paboTe
OIBHY  «MeanKo-reHeTUYeCcKnii  HayyHbli
LUEeHTp umeHM akademuka H.I1. Boukosa»
Bepa JleoHngoBHa WxeBckas, avpekTop
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SHOOMAPM

MOCKD Ky
HHHORA 1
IOPH B
BOPiM

OIBHY «HaumnoHanbHbIN HayYHO-MCCNenoBa-
TeNbCKMIA UHCTUTYT 0BLLECTBEHHOO 30POBbS
nmern H.A. Cemawko» Anekcanap Bopuco-
BuY 3yauH, anpexktop HUW BuotexHonoruii
OrFABOY BO «Camapckuii rocyaapcTBeHHbIN
MeAVLMHCKNIA yHuBepcuTeT» Jlapuca Teopo-
poBHa Bonosa.

B pamkax MeponpuaTus y4yacTHUKKM 06-
CyAMAM WMPOKWIA CNekTp Takux BOMPOCOB,
Kak NMpaBOBble MEXaHWU3Mbl BHEAPEHUS UHHO-
BaUM B MeAMUMHY, perynupoBaHue Buome-
OVUMHCKMX  KNETOYHbIX MPOAYKTOB, YHUDHK-
Kauus TepmuHonorMn B chepe obpalleHns
BMONOTNUECKMX MATepUanoB, a Takxke npak-
TMYeckMe acnekTbl LMPpOBM3aLMM, BKIILO-
yasgd 3KCNepUMeHTaNbHbIi NPaBOBON PeXMM
no NPUMEHEHUIO 31EKTPOHHON rpaduyeckon
noanucy naumeHta B Mockse. Ocoboe BHU-
MaHWe YYaCTHUKM AUCKYCCUM YAENWAU MNpo-
6remam onpeaeneHns reHeTMYeckon nHbop-
MaluW, TpaHCrpaHW4HOM nepejaun AaHHbIX
A1 HayYHbIX WCCNELOBaHWI, STUYECKUM AN-
nemMmam Npu BHEAPEHUN HOBbIX TEXHONOMMIA
W PpasBUTUIO MNEepPCOHANM3MPOBAHHON Meau-
UMHbI. Tak, 3amecTutenb AMpeKkTopa No Hayu-
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HoW pabote PIEHY «Meanko-reHeTuyeckuii
Hay4YHbIN LUEHTP MMeHn akagemmka H.[1. bou-
KoBa» Bepa JleoHnaoBHa VxeBckas B xoae
BbICTYNNEHMNS MOAHSAQ BOMPOCH MPaBOBOro
peryiMpoBaHunsg reHeTnyeckon nHGopmaumn
M BO3MOXHbIX MOCNEACTBUIA [ENCTBYIOWLMNX
HOpMyNMPOBOK 3aKOHOAATENLCTBA A1 HAY KM,
MEXAYHAPOLHOrO COTPYAHNYECTBA N Pa3BU-
TS NepcoHanv3npoBaHHON MeanunHbl. Cnn-
kep obpaTuna BHMMaHWE Ha HeonpeneneH-
HOCTb MOHATUS «reHeTuYeckas nHhopmaLms»
M OTMETWNA, YTO CyLLEeCTBYIOLLEE pEryanpo-
BaHMe [JOMycKaeT CAUWKOM LWKUpoKoe Ton-
KoBaHwue. o ee cnoBam, Noj AeicTByloLLee
onpejaeneHve MoryT noinaaats Kak KOpoTkue
noCnefoBaTeNlbHOCTU HYKNEOTUAOB, WMCMO/b-
3yemble B ANArHOCTKe, Tak 1 6onee CIoXHble
reHeTnyeckmne AaHHble.

OTaenbHoe BHWMMaHWe chnukep yaenuna
Teme TpaHCrpaHWyHoW nepefayn reHetnye-
CKOW MHPOpMALNN, NONYUYEHHOW B NONYAALN-
OHHbBIX FEHETUYECKMX U UMMYHONOTUYECKMX
nccnepoBaHugx. Mo ee cnoBam, 4ONONHUTENb-
HYl0 Npobaemy COo3AaeT camo onpeaeneHne
NONYNAUMOHHBIX MCCNEA0BAHWUIA, MOCKONbKY

B IENCTBYIOLLEM PETYNIMPOBAHNMW K HM OTHO-
CATCH UCCNeoBaHMS C KONMMYECTBOM YUYaCTHM-
KoB 6onee Tpex yenosek. CnMkep NOSCHUAG,
UTO B BMONOTUK NOHATUE «MONYNALMA» Orpe-
NeNseTcs He TOMbKO Kak «COoObLLeCcTBO, Mpo-
XWBaKLLee Ha onpefeneHHO Tepputopumny,
HO M Kak «rpynna, MmeroLLas BO3MOXHOCTb
Pa3MHOXaTbCs».

Kpome Toro, Bepa /JleoHumaoBHa WxeB-
CKas yKkasana Ha OTCYTCTBME OnpeaeneHus
MMMYHONOTMYECKMX UCCNeA0BaHUA B 3aKo-
HosmaTtenscTe. Cnunkep TakXke MOAYEPKHYNa,
4TO BOMPOCHI BbI3bIBAET TPAKTOBKA MOHATHS
«TpaHCrpaHuyHas nepefava [AaHHbix». OHa
OTMETWAA, YTO peyb MAET He TONbKO O Nnepena-
ue MHGOPMaLMKN NCCAeA0BATENSM UK B A3
JaHHbIX, HO 1 O Mybaukauuu matepuanos
B ceTu VIHTepHeT, 4To CTABMT NOJ, BONPOC BO3-
MOXHOCTb MyBANKALMM HAayUHbIX UCCeaoBa-
HWIA: «3TO CTABWT MOJ BOMPOC BCE HayuHble
ny6AnKaLMU — He TOMbKO B 3apyOeXKHbIX Xyp-
Hanax, HO W B OTEUECTBEHHbIX. TpeboBaHKs
K XXYpHafiam — 3TO OTKPbITOCTb: CTaTbW AO/X-
Hbl ObITb JOCTYMHbIMU, UTOObI M3AAHNA MOAN
BXO/ZMTb B COOTBETCTBYOLLME CIINCKM.
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OBCKMH IHAOKPUHHBIW 3aBo

Nupektop OIFBHY  «HaunoHanbHbI  Ha-
YUHO-MCCNeNoBaTeNbCkKUA  MHCTUTYT  0blie-
CTBEHHOrO 340poBbs MMmeHn H.A. Cemallko»
AnekcaHap bopucoBny 3yanH B xo4e BbICTY-
NAeHWs MNOAHSA BOMPOCHI 3TUKM  HayUHbIX
MCCNEA0BAHNIA, BAUSHUA WHHOBAUWA Ha 06-
WECTBO M HEOBXOAMMOCTU HOPMUPOBaHUS
€AMHBIX STUYECKMX MPUHLMNOB B chepe Hay-
KW, MeANUMHbBI U BUOTEXHONOT WA,

Cnukep OTMETWA, YTO, Kak NpeacTaBuTeb
bYHAAMEHTANBHOIM HayKW, OH Ha MPOTSXXEHUN
MHOTUX IET 3aHMMAETCS BONPOCaMM 34,0pOBbS
uenoBeka ¥ 30poBbs 06LIECTBA, NMOAYEPKM-
Bas, UTO MOHATUE OBLLECTBEHHOMO 3[0POBbs
oCTaeTcs WUPOKMM M 10 KOHUA He uccneao-
BaHHbIM. [10 ero cioBam, COBpEMEHHbI Nepu-
O[T XapaKTepusyeTcs MHTeHCHbUKaumen Ha-
YYHOTrO Mporpecca 1 ycKopeHWem BHeApPEeHMS
pe3y/bTaToB UCCNeA0BaHWNIA B MOBCEAHEBHYIO
XU3Hb. AnekcaHap bopucosuy obpatun BHU-
MaHWe, uTo CerofiHs Bce 6osee NprBbIUHbIMY
CTAHOBATCS UMPPOBM3ALNS, UCKYCCTBEHHbIN
NHTENNEKT, TEHETUYECKME W KNEeTOYHble Tex-
HOMOMMK, HOBble NIeKapCTBEHHbIE NMpenaparsl,
a MHHOBaUWM BCe aKTVMBHEE BO3AENCTBYIOT
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Kak Ha >XM3Hb KOHKPETHOro uyenoBeka, Tak
1 Ha 06LLECTBO B LIESIOM.

«Mbl Camu XMBEM B NEPUOA UHTEHCUdUKA-
LMW1 HAyYHOro NPOrpecca, 1 Ha Halmx rnasax
NPOUCXOANT YCKOPEHWE BHEAPEHUS B XM3Hb
pe3y/IbTaTOB HayUHbIX MCCNEA0BaHMIA B 0bna-
CTV BUOMEAMLVHBI, FeHETUYECKIX, KNETOUHbIX
TEXHONOMW, HOBbIX sekapcTs. OBbIUHbIMY
CTAHOBATCS LMPOBM3ALLMSA U UCKYCCTBEHHbIN
WHTennekT. VIHHoBaUMW BTOPraloTcs B KM3Hb
KOHKPETHOTO YenoBeka v 0blIecTBa, BO3aeii-
CTBYIOT Ha 3[10pPOBbE, Ha COLMANbHOE U Ky/lb-
TypHOe 6narononyyve — ualle MO3UTUBHO,
HO He Bceraa», — noavepkHyn AnekcaHap bo-
pYCcoBnNY 3yanH.

Mo cnoBam cnvkepa, HECMOTPS Ha BbICOKME
OXMAAHWS, VHHOBALMW He Bceraa nNpuBoaaT
K Tem pe3synbraTam, Ha KOTOpble pacCcumMThbiBa-
eT o06buecTBo. lepcnekTnBHbIE TEXHONOMUM
He BCeraa ynyuylatoT 340pOBbe HaceneHus, ae-
Morpaduueckyto cutyaunio 1 obuiee 6aarono-
Nlyumne, 4To NOPOXKAAET Cepbe3Hble ITUYecKme
AVNEMMBI 119 Hay4uHoro coobliecTsa: «[lepef
YUYEHbIMU U UCCNEN0BATENLCKMM  KOPMYCOM
BO3HWMKAIOT AMNEMMbl 3TUYECKOrO XapakTepa,
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KOTOpbIe 3aTParnBatoT LLEHHOCTHblE KaTeropumn
KU3HU: I0BEPUE K Hayke, cBOBOAA HAyUYHOTO
TBOPYECTBA, CAyXEHMEe WUCTUHE U yBaxeHue
K @BTOHOMHOM IMYHOCTW», — OTMETU CMIUKEP.
Oupektop HWW 6unotexHonornin GTABOY
BO «Camapckuini rocyaapcTBeHHbIA Meau-
UMHCKNIA yHUBepcuTeT Jlapnca TeogopoBHa
Bonosa pacckasana o pazpaboTkax B 061acTm
TKaHEBbIX BUMOMATEPUANOB, MPOMbILLINEHHOM

Jlapuca TeodopoeHa Boroga

NPOW3BOACTBE UMM/IAHTATOB U PA3BUTUM Nep-
COHA/M3MPOBAHHBIX TEXHONOTWI B pereHepa-
TUBHOW MeaVLVHE.

Mo cnosam crnukepa, eule B 1990-¢ . kon-
NEKTUBOM 6ObiNa NpeanoxkeHa NpUHLMNMATb-
HO HOBag@ TeXHOMOTWA noayueHus Guomare-
pUanoB U3 TKAHEN YeNOBeKa, UTO MO3BOMNIO
OpraH1308BaTh NPOMBILLIEHHOE NPOU3BOACTBO
6romaTtepmanos TOProBoi Mapku «/Tnonnact.
Cnukep 0TMETU/A, YTO CETOHS OPraH130BaHoO
BbICOKOTEXHOMOMMUYHOE  pOBOTU3UPOBAHHOE
NPOW3BOACTBO, OCHALLEHHOE COBPEMEHHbIMY
XONOAUAbHBIMU,  NNODUABHBIMK  YCTAHOBKa-
MW U CTaHKaMM C YWUCOBLIM MPOrPaMMHbIM
ynpaaeHnem. Nocne 06paboTku, No ee cio-
BaM, WCMOMb3YIOTCA TONBKO (GU3NYeckme me-
TOZbl, UTO MO3BOASET CO3AaBaTb PA3INUHbIE
GOpPMbI U pasmepbl BrioMaTepranos, BK/KYAA
rybyaTble KOCTHbIE TKaHU.

Nlapuca TeojopoBHa Takxe pacckasana
0 pa3paboTke MHAMBULYANbHLIX WMMAAHTA-
TOB 719 CTOMATONIOMMM, OCHOBAHHbIX Ha KOM-
MbIOTEPHOM  MAAHUPOBaHuKM 1 3D-momenn-
POBaHMM, A TakXe O CO34AHUN MOABUXKHbIX
[NA3HbIX UMNAAHTATOB AN MaLMEHTOB NOC/ie
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TpaBM, OMyxonel u Apyrux 3abojeBaHwil.
«[1poTe3 Ha TakoW MOABMXHOW KynbTe rnasa
CUHXPOHHO, KaK 340pOBbIV a3, ABWUraercs
W He 3anajaeTt. IT0 AaeT OTINYHBIA KOCMeTU-
ueckuit abdexT. CoTHM BOMbHbIX YXe npoone-
PYPOBaHbI», — OTMETU/A CNINKEp.

B 3aBeplleHne cnukep oTmeTwna, 4To ce-
FOAHS pa3BMBAETCA IMHENKA TakuxX WU3Lenun,
B TOM uuncne ans aeteit n yyactHukos CBO,
a Takxe BefeTcqd paboTa Haf CO3faHuem
KaNbUMHUPOBAHHbIX MPOAYKTOB C aHTVMU-
KPOOHbIM, MPOTUBOBOCMA/UTENbHBIM W aH-
TMOreHHbIM AeWCTBMEM AN9 NPOOUNAKTUKN
nocneonepaLnoHHbIX OCTOXHEHWI 1 NpeaoT-
BpallleHWs peLnanBOB.

Mpopomkas obcyxaeHne LnbpoBMU3aLmMK
3paBOOXPaHEHNs W MpPaKTUYECKUX Mexa-
HVW3MOB BHEAPEHWS 31EeKTPOHHON MoAnncK
naumeHTa, 3amMecTuTesb HavyalbHuKa Ynpas-
NeHNS LeNamMmn N KOOPAVHALUN AeaTebHOCTY
[enaptameHTa 34paBOOXpaHeHus ropoja
Mocksbl  BukTtopus EereHbeBHa Koeasnesa
NnoApobHee OCTaHOBWAACh Ha MapameTpax
3KCMEPUMEHTANbHOTO  MPaBOBOro  pexmnma,
KOTOPbIN AeicTByeT B MockBse.

«ITO ropoackas MHBeCTMUMS B UMbPOBYIO
TpaHCHOPMaLMIO 3LPaBOOXPAHEHNS», — MOL-
yepkHyna BukTopus EsreHbeBHa. Cnvkep
OTMETWAA, UYTO TEPPUTOPUS MPOBELEHUS SKC
NepvMEHTaNIbHOrO NMPaBOBOro pPexvma OxXBa-
TbiBaeT BCIO MOCKBY, O4HAKO yyacTue B HEM
NPUHUMAIOT UCKIOYUTENBHO MeAWLMHCKME
opraHusaumn. [lo cnoBam cnukepa, Ha ce-
FOLHALWHWIA fieHb YYaCTHUKaMK KCNEPUMEH-
Ta/IbHOTO MPaBOBOrO pexuma Mo npumeHe-
HMIO  3N1EeKTPOHHOW rpadu4eckon noanmcu
ABAFIOTCA AECATKU MOLBELOMCTBEHHbIX Me-
OVUMHCKMX OpraHm3aumvii. B ux ymucno Bxoagrt
FOPOACKME CTaLMOHapbl — Kak B3poc/ble, Tak
1 LeTCKUE, BK/KYas YUpeXAeHNs CKOpOn me-
OVUVHCKOW MOMOLLMN.
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Buxmopus EezeHbesHa Kosaresa

Mo wuTOram AMCKYCCWMM  3amniaHWpoBaHa
NOArOTOBKA MNPEANOXEHWA MO  COBEpLIeH-
CTBOBaHUIO 3aKOHOAATENbCTBA B Chepe 3apa-
BOOXPAHEHWS, HAMPaBAEHHbIX Ha CHUXeHKe
npaBoBbIX GapbepoB ANA MHHOBALUMNA, Obe-
cneyeHre BanaHca Mexay AOCTYMHOCTbIO Te-
panuu 1 3alUToN Npas NaUWeHToB, a Takxe
co3flaHvie npeackasyembix YCI0BWIA ANs pas-
BUTUS OTEUECTBEHHbIX dapMaLeBTUYeCcKmNX
1 BUOTEXHONOMMYECKMX Pa3paboToK.

14 mas Takxke COCTOANachb ceccus «Akmy-
AAbHble 80NPOCHI OXPAHbI U 02paHUUEHUS UHMeA-
NeKMYaAbHbIX Npag & Crmpamezuyeckux 0mpacasx
IKOHOMUKU 8 YCAOBUIX QOCIUXEHUS MexHOoA02U-
Yeckozo Audepcmed», B pamkax KOTOPOW pac-
CMOTpeHa npobnematnka GOPMUPOBaHNMA
3OGEKTUBHON CUCTEMBI 3aLLUMTbI MATEHTHBIX
npaB Ha M306peTeHUs, CNOCOBHOM, C OAHOW
CTOPOHbI, CTUMYIMPOBATb WMHHOBALMOHHYIO
aKTMBHOCTb B apMmaleBTUUeckoin oTpacan
M VHBIX PUOPUTETHBIX chepax, a C Apyron —
obecrneunBaTh eKapCcTBEHHYO 6e30MacHOCTb
rocyaapcTBa U COXpaHaTb AOCTYMHOCTb Mean-
LMHCKMX NpenapaTtos A8 notpebuTeneil.
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OTkpbiBas 3acefaHue, MoaepaTop, 3aBe-
LyWnA  Kabeapon MeaMUMHCKOTo npasa
1 NpaBa BMOTEXHONOTWIT YHUBEPCUTETA MMe-
Hn O.E. KytapuHa (MI'HOA) Oner CepreeBuy
[puHb, OxapakTepu3oBan B KadyecTBe OyH-
NAMEHTaNbHOM 3afayn oTpacan nouck cba-
NaHCUPOBAHHOIO ~ COOTHOLUEHWUS  pa3HOHa-
npaBieHHbIX MHTepecoB. OH akLeHTMPOBan
BHVMMaHKEe Ha TOM, YTO B COBPEMEHHbIX Fe0No-
JINTAYECKUX YCTIOBUAX HabmofaeTca cuctem-

Onez Cepaeesuy lpuHb

Bo=— G ..

Hoe 3/10ynoTpebneHne NpaBoM CO CTOPOHBI
3HQUMTENbHOM 4acTh naTeHToobnanaTenen,
NpeAcTaBNeHHbIX MPeVMyLEeCTBEHHO WHO-
CTPaHHbIMW MPOU3BOAUTENSMU, YTO CO3AAET
cepbesHble MNpenaTcTBug AN LOCTUXKEHUS
MPOBO3MAllEeHHbIX LieNei TEXHON0rMYeckoro
NnaepcTea.

Mpeacenatens Komuteta Coseta Pepe-
pauuu no Hayke, 06pa3oBaHMio U KyabType
Nlunna CanaBatoBHa [ymepoBa, pa3Bu-
Bas TE3NC O CTpaTernyeckom 3HAYeHWU WH-
TeNNEeKTYaNbHOM COBCTBEHHOCTH, yKasana
Ha HenocpeaCTBEHHY B3aMMOCBS3b BOMPO-
COB MAaTEHTHOrO PerynmpoBaHnsg ¢ KOHKYpeH-
TOCMOCOBHOCTBIO HA HALUMOHA/IbHbBIX PbIHKAX.
B cBoem BbICTYynNE€HUM OHa MO3WUTWMBHO Olle-
Huna gestensHocTb CoBeTa No BONpOCaM UH-
TEeNNEKTYaNbHON COBCTBEHHOCTH, XapakTepu-
3yloLLerocs, no ee MHeHUo, pe3ybTaTUBHOM
NpaKTVUKOW BbIpabOTKM COMMACOBaHHbIX 3aKO-
HOAaTeNbHbIX PELLEHMIA.

PexTop YHusepcuteta umenn O.E. Kytadpu-
Ha BukTtop Bnagumunposuu bnaxkeeB cocpe-
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Bukmop Bradumuposuy bidsxees

[IOTOYMNCH Ha POAN MHHOBALLMOHHOW OpUC
NpyAeHUMN B COMPOBOXAEHUM MNPOLLECCOB
paspaboTKy W BHEPEHNS HOBbIX TEXHOOT WA,
OH 060CHOBaN HEOBXOAMMOCTb MPUB/EUEHNS
3KCMepToB B 06/71aCTV MpaBa Ha BCex 3Tanax
CO3/aHMa M KOMMepLManvsaumm obbekTos
MHTENNEKTYabHOW COBCTBEHHOCTU, Moavep-
KHYB 0COBYH0 C/IOKHOCTb M MHBECTULIMOHHYO
€MKOCTb GpapmalleBTUYeCKOn chepbl.
OcHoBaTenb W npejcejatens coeeta AW-
peKkTopoB Komnawun «flpomomen» [Metp
AnekcaHppoBuu benbini  oxapakTepusoBan
Tekyllee COCTOsHME pOCCUMIACKOro  dapma-
LIeBTMYECKOro pblHKa Kak AWHAMWYHO pas-
BMBAIOLLEECS, HECMOTPS Ha CaHKUMOHHbIE
OrpaHMyeHus, U MNOATBEPAWNA HEU3IMEHHYIO
3HAUMMOCTb MPOBAEMATUKN MHTENNEKTYa b
HbIX MPaB M aHTUMOHOMONBHOIO perynMpoBa-
HWS 405 NpodeCcCHoHaNbHOTo coobLLecTsa.
Cratc-cekpeTapb — 3aMecTUTENb PYKOBO-
nntens ®AC Poccun Cepreni AHaTo/beBUY
My3bIpeBcKWi A€TaIbHO OCTAHOBMACS Ha cre-
unduKke aHTMMOHOMNONBHOIO PeryanpoBaHus
B (apmaueBTuke: «Bonpockl, KOTOpble CBS-
3aHbl C WHTENNEKTYaIbHOM COBCTBEHHOCTLIO,
C aHTMMOHOMONbHBIM PEryIMpoBaHMem 3THx
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[Memp Arekcardposuy beblii

NpOLIECCOB, Hac 6ecnoKkoaT yxe A0CTaTOYHO
[LABHO — KakK MUHUMYM ¢ 2006 ., Korga y Hac
NOSIBMIOCH AHTUMOHOMNO/bHOE 3aKOHOoAaTe  b-
CTBO, TaK Ha3blBaemble aHTVMOHOMOMbHbIE
MMMYHUTETbI, KOrda Bhajenel-npasoobna-
faTenb NoaAyyYwa MAMO30PHYK BO3MOXHOCTb
KOHTPONIMPOBATb PbIHOK Yepe3 WHTEeNNeKTY-
aNbHble npaBa. PbIHOK NekapcTBeHHbIX Mmpe-
napaToB — 3TO OCOBEHHbIN PbIHOK, OH OTAWYa-
eTCs B KAKOW-TO Mepe OT pbiHKa HedTu, rasa
TEeM, YTO 3TOT PbIHOK CNEeLMaNbHbIA, B KOHTEK-
CTe YPOBHs BbICOKOTO A0BEpWs NoTpebutens
CNeLnanmncTy».

3aBeayouwas kapeapon WMHTennekTyalb-
HbiX npae YHuBepcuTeta mmeHn O.E. KyTa-
dunHa  (MTHOA) loamuna AnekcaHApoB-
Ha HoBocenoBa ykasana Ha 3BOMOLMIO
NpaBoOMNpYMEHUTENbHOW MpakTUKK B chepe
3aUMTEl UHTENNEKTYaNbHON COBCTBEHHOCTM:
«B 3TON cMTyaummn coBepleHHO ecTeCTBEeHHO,
YTO Halle 3aKOHOAATeNbCTBO, MPaBONPUMEHN-
Te/bHasA NpakTvika, cyaebHas U NpUHyaAnTeNb-
Has NpakTka OpraHoB, KOTOpble B 3TO 0bna-
CT1 paboTatoT, BblAK HanpaBAeHbl Ha TO, UTOO
BbICTABMTb 3TOT 6apbep, A9 TOro YTobObl Aeit-
CTBMTE/IbHO CKA3a/M: Y HaC 3aMeyaTtelbHo 3a-
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JTiodmura ArekcaHoposHa Hosocenoea

wmulaeTcs npaBoobnagatens. Ho mbl K 370-
MY WAV OYEHb AOATO, Mbl WAN B TOM yucnie
1 yepe3 GoOpMMPOBaHME NPABOBOI CUCTEMBI,
uepe3 GopmupoBaHMe cyaebHoM NpakTuKu,
NPULWAN K 3TOMY COCTOSIHMIO, KOTAa Mbl O4eHb
XecTko 3auMuiaem npasoobnagatens. Cra-
HOBWTCS OYEBWAHBIM, 4TO eCTb W Apyras
CTOpOHa BoMpoca, 1 npaBoobnagatens npw
TOM 0b6beme Mpas, KOTOpble Mbl NpesoCcTaB-
Nsiem, A0CTaTOYHO YacTo [OMyckaeT Aei-
CTBWS, KOTOpbIE SBHO BbIXOANT 32 Npenens
TOW BNACTU, KOTOPYH MOXHO 6bl10 6bl Mpe-
NOCTaBUTL M306peTaTenio, aBTopam, npaso-
obnajaatento».

[pencepatens [oCyaapCTBEHHON KOMUC-
CUM NO UCMBITAHMIO N OXPaHe CeNEeKLMOHHbIX
noctuxeHnn Amutpun Bnagummnposuu by-
TYCOB NepeHec akL,eHT Ha arpapHblil CexTop,
KOHCTaTMpPOBaB HEOOXOAMMOCTb akTyaansa-
LMW NPaBOBOTO PeryimpoBaHns B 0b6aactu
cenexkummn, MNOCKONbKY COOTBETCTBYHOLLME
nonoxeHns MaxaaHcKoro Kogekca He nepe-
cmatpuBanuch ¢ 2003 1, Toraa Kak nepej oT-
pac/bto MOCTaB/lEHbl aMBULUMO3HbIE 3aauu
no AOCTUXeHNo 70% camoobecreueHus oTe-
YeCTBEHHbIMU cOpTamu KynbTyp K 2030 T.

AHHa AHamoAbegHa [1oagkosa

3amecTutenb  pykoBoAMTENs  annaparta
KomuteTa locynapctseHHom [dymbl No rocy-
NApCTBEHHOMY CTPOMUTENbCTBY M 3aKOHOAA-
TenbcTBy Onbra AnekcaHapoBHa PysakoBa
npuBena KOHKPeTHble MANCTpaLnmn 310yno-
TpebieHNit B CMEXHbIX 06/1aCTsX, NOATBEPANB
HEOOXOANMOCTb COBEPLIEHCTBOBAHMS 3aKO-
HOZLATeNbHbIX MEXAHU3MOB.

3amectutens aupektopa @UIMC  AHHa
AHaTtonbeBHa [lonsikoBa uWHOOpMMpoBana
0 NpaKTUYeckMx Wwarax no NpoTUBOLENCTBHIO
HEeA0OPOCOBECTHBIM MAaTEHTHBIM CTpaTErnam
B 4acTHOCTW, 0 6opbbe C peHOMEHOM «Ma-
TEHTHOMO TyMaHa» — aHa/I0rOM «O3e/leHeHNS»
naTeHTOoB, KOrAa KOMMNaHWW UCNonb3yoT Gop-
MasibHble Npu3Haky GapmaLeBTUYeCKMX KOM-
NO3UUMIA, He OTHOCALMECS K MX KayecTBEH-
HOMy cocTaBy. Peanusyembie WHULMATVIBDI
HanpaBieHbl Ha UCK/IKYEHVE BO3MOXHOCTE
A9 NOA06HbIX 310yNOTPeBAEHN.

[Mo utoram ceccMn yyaCTHWUKU OTMETUIN
HEOOXOANMOCTb  MPOAOXKEHUS  KOHCTPYK-
TMBHOTO [iManora MexJiy opraHamu rocyaap-
CTBEHHOW BNIACTH, 3KCMEPTHbIM COOBLLECTBOM
1 BU3HEC-CTPYKTYpPamMu C Lienbio GopmMmnposa-
HMSI TDAHCMAPEHTHOW W YCTONYMBOM CUCTEMBI
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npaBonpuvMeHeHns B chepe MHTeNNeKTyalb-
HOV COBCTBEHHOCTY.

15 Mmag cocTosnack ceccus
MUKa: MpaBOBble MHCTPYMEHTbI BHEAPEHMS
BUOTEXHONOMNIA», KOTOpasa CTana nowaj-
KOV Ang Amanora npeacrasutener npodec-
CMOHANBHOMO 1 OPUANYECKOTO COOBLLECTB,
a TakXe 3aMHTepeCcoBaHHbIX OPraHoB BAACTU
C UE/blo BbIPpaboTKM KOHKPETHbBIX PeLIeHit
N0 COBEPLIEHCTBOBAHMIO CUCTEMbI MPaBOBO-
ro peryiMpoBaHna B chepe OGYOIKOHOMMUKM.
B pamkax ceccum 6biAM pPaccMOTpeHbl BO-
Npocbl ONpeAeneHns npaBoBbIX PeXUMOB
BUOTEXHONOTUIA, 3aWLNTbI UHTENNEKTYaNbHON
COBCTBEHHOCTY B chepe BUOTEXHONOTUIA, Npa-
BOBbIE OCHOBbI MPUMEHEHMNS BUOTEXHONOTUIA.

B Avckyccumn npyHANK yyacTne 3amecTuTenb
MwuHWCTpa Hayku W Bbicllero obpasoBaHus
Poccuiickon ®epepaunn AeHuc CepreeBnu
CeKMpUHCKUI, anpekTop WHcTuTyTa 61ono-
rn pazsutng nmenn H.K. Konbuosa Poccuin-
CKoW akasemun Hayk AHApen BaneHTnHOBUY
BacunbeB, avpektop PIbHY «Bcepoccuin-
CKMIA  HayYHO-WUCCNeA0BATENbCKUA  UHCTUTYT
CENbCKOX03AMCTBEHHON BUOTEXHONOMNY, aka-
nemuk Poccuiickon akasemum Hayk feHHaann
Mnbnu Kapnos, coseTHMK npeacenatens
coeTa anpektopoB K «9®KO» EkaTtepuHa
CemeHoBHa XXypaBneBa, pyKOBOAMTENb Ha-
npaefieHns Nno npasoBbiM Bornpocam HULL
«KypuaTosckuit  nHctuTyT> Cepreni Cepree-
BUY BaceHuH, avpekTop VIHCTUTYTa npobnem
NpaBoOBOro peryavpoBaHus Bbiclen WKonbl
sKoHomukn AHHa CepreeBHa CyTbipuHa.

OTkpblBag anckyccuio, mogepatop Oner Cep-
reeBuy MpYiHb NOAUYEPKHY/, UTO BUOIKOHOMMKA
onpegeneHa Ykasom [pesunaeHTa Poccmiickom
®epnepaumn ot 07.05.2024 Ne 309 «O Haumo-
Ha/bHbIX Lenax pa3euTtug Poccuiickon Pene-
paumnn Ha nepuoa fo 2030 rofa 1 Ha nepcnek-
TBY [0 2036 rofa» Kak oAHa W3 K/YEBbIX
chep ans LOCTUXEHWS TEXHONOMMYECKOro Nn-

«bnoskoHo-
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aepctsa cTpaHbl. Ocoboe BHUMaHWE B pamKkax
AMCKYCCUW BbINO YAENEHO FEHETUYECKUM TeX-
HOMOrMAM, onpefeneHne NpaBoBOro pexmma
KOTOPbIX OCTaeTcqd HEecoBeplleHHbIM: 6a30-
Bbll 3aKOH O FeHHO-MHXEHEPHOW AesTeNbHO-
CT1 6bI1 NPUHAT elle B 1996 T, 1, XOTA B HEro
BHOCM/INCb TOYEYHble MOMpaBKKM, B 3aKOHOAA-
TeNIbCTBE COXPAHSETCS MHOXECTBO Npo6enos,
YTO CO3JaeT pUCKM AN NpaBONPUMEHEHMS
M 3alMThl NpaB rpaxiaH. 3aMecTUTeNb M-
Huctpa [eHuc CepreeBny CeKMpPUHCKUIA
HamomMHuA, uto ¢ 2019 r. peicteyeT Pene-
pasbHas Hay4yHO-TeXHMYeckas nporpamma
Pa3BUTUS TEHETUYECKMX TEXHOMOTMUIA, OXBa-
ThbiBalOLLLAs YETbIpE KAOUYEBbIX HanpaBaeHus —
MeANLMHY, CENbCKOE XO39ACTBO, MPOMbILLNEH-
HYI0 MWUKPOBMONOrMIo 1 6106E30MaCHOCTb.
B pamkax nporpammbl y>xe Co3faHbl reHOMHble
LeHTPbl MMPOBOrO YPOBHS, a CTpaTernyeckmm
MHAYCTPUANbHBIM ~ MApTHEPOM  BbiCTynaeT
KoMnaHus «PocHedTb», peanmsytolLas npoekT
MO NOAHOrEHOMHOMY CEKBEHMPOBAHMIO Fpa-
naH Poccumn. BaxkHbIM Larom B pa3suTum npa-
BOBOI 6a3bl CTAN0 NpUHATKE B 2024 1. 3aKOHa
0 BMOPECYPCHBIX KOMNEKLMSX, B KOTOPOM CO-
Jepxatcs onpeaeneHns BUoaorMyecknx Kon-
NeKUMin U BUopecypcHbIX LEHTPOB. BmecTe
C Tem BbICTyMakoLLMe NpW3HaAKN, YTO Heobxo-
MO MPUHATb HOBbIA paMOYHbIA 32KOH, KOTO-
pbiii Bbl 3aMOAHWA NPO6e/bl B HOPMATUBHOM
perynmpoBaHuu. B Lenom auckyccms nokasa-
na, uto Poccms HaxoamTCs Ha aTane akTMBHOMO
bopmmpoBaHmnsg NpaBoBoW cpeabl ana 6uo-
3KOHOMWKMW, W rNaBHas 3ajada — CUHXPOHU-
31poBaTh BLICTPOE pa3BUTME BUOTEXHONOTUI
C aJieKBaTHbIM PErYANPOBAHMEM, CMOCOOHBIM
OlHOBPEMEHHO MOAAEPXMBaTb WHHOBALIMM
n obecneunBaTb 6€30MaCHOCTb.

B pesynbrate nposefeHHOro o6CyKaeHus
nnaHupyeTcd  MOAroTOBKa  MPeasoXeHwui
MO COBEpLIEHCTBOBAHMIO 3aKOHOAATEeNbCTBA
B chepe BUOIKOHOMUKN.






