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YBaxkaemble untarenu!

Mpurnawato BaC 03HAKOMUTbCS CO CTaTbsiMU BTOPOTO HOMepa Halero xypHana 3a 2023 rog.
Homep oTkpbiBaeT obuleteopeTnyeckas nybavkauus — B coBmecTHoit ctatbe O.C. TpuHs
1 T.O. LLnntok paccmaTprBatoTcs BONPOCh! KOHUENUMM NPaBOBOrO PErYANPOBAHMS OTHOLLEHW
B chepe reHeTnuecknx TexHonoruii 8 Poccuiickon @eaepaummn. Kak 1 60abWMHCTBO Npobaem
B Chepe NpaBa reHeTUUeCKMX TEXHONOM A, axke 06LLETEOPETHNYECKas paboTa UMeET BeCbMa Mpak-
Tnyeckoe 3HaveHvie. B HacTosee Bpems B Poccuiickon @eaepaLnv onpefensiercs onTumanbHas
MOJ€eNb MOCTPOEHNS 3aKOHOAATENbCTBA, PEMYANPYIOLLETO OTHOLEHMS B JAHHOW 061aCTU.

Cratba @enra Yonra, npeacrasastoulero NeKMHCKUIA YHUBEPCUTET CeNbCKOro X03gMCcTBa
(KwTait), nocealleHa CMexXHbIM BONpocam B 061aCTU CeNbCKOX03ACTBEHHOW reHETUKI 1 NpaBa
VHTENNEeKTYaNbHON COBCTBEHHOCTY — 3[1eCh Ha OMbITe KUTas aHanmn3mpyoTcs NpaBoBOM PeXUM
1 BbIOOP MOAENH reorpaduueckux ykasaHuii Ans CeNbCKOX039MCTBEHHON NPOAYKLMN.

Py6puKy CpaBHWUTENBHO-MPABOBbLIX UCCNEA0BAHNIA OTKpbIBAET Nybankaumns C.B. KocrnnkmHa,
KOTOpash MOCBSLLEHA NPUHLMNAM MEXAyHapOAHO-NPABOBOrO PEryNPOBAHNS reHEeTUYECKMX
nccneaoBaHnii v 3akoHoaatenscTy Poccuiickoin eaepaLum.

B pa6ote E.K. MOCKOBKMHOI paccMaTpuBaeTCs BaXHEMLIWA BONPOC, HAXOAALULMIACS Ha CThiKe
MeANLMHCKON FeHeTUKN U MPOBEAEHNMS HAYUHbIX HEMEANLMHCKUX FEHETUYECKUX UCCNe0BAHNA, —
KOHPUAEHUMANBHOCTb NaLMeHTa U NpaBa POACTBEHHUKOB B FEHETUYECKMX UCCNIEA0BAHUSIX.

[MOMUMO HayUHbIX CTaTeil, B HOMEpP TakXXe BK/IOUEH 3KCMEPTHbIA KOMMeHTapuii Huanmbl
YaHnampamaHnu, npeactasngiouenn KOpuanueckuin konneax Hapw lypcaxanu (VMHamns), no npo-
6remaTuKe reHeTUYECKU MOAUGULIMPOBAHHbIX KYNBTYP.

B 3aBeplieHMe HoMepa Npeanaraem BallemMy BHMMaHUIO 0630p TEMATUUYECKON CeCCUM KpyT-
Helwero opuanyeckoro meponpustus Poccum — MeTepbyprckoro MexayHapoAHOro puan-
yeckoro popyma «[1paBo v reHeTUUeCcKe TeEXHONOMNW: ApaiiBepbl pOCTa U NPensSTCTBUS K Npo-
rpeccy», KOTopblii npoxoaun B mae 2023 roaa B CaHkT-TeTepbypre.

Mpurnatiaem Bac K M3y4eHnto MaTepranos JaHHOMO HOMepa, X /eM Bac B UKc/e HalLMX aBTOpOB!

C HAUAYYWIUMU NOXKeAdHUSMU,
2/aeHvlii pedakmop
O.C. puHb
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Dear Readers,

It is with great pleasure that | present to you the second issue of our journal for 2023.
The debate is opened with a general theoretical article by O.S. Grin’and T.O. Shilyuk in which
the authors address the legal regulation of relations affected by genetic technologies
in the Russian Federation. As with most of the challenges related to legal aspects of genetic
technologies, this work also has a practical application. The authors argue that, in terms
of the different legislative approaches regulating relations in this field, the current definition
applying in the Russian Federation is optimally formulated.

The work of Feng Chong, who represents Beijing University of Agriculture in China, focuses
on intersecting issues of agricultural genetics and intellectual property law. Summarizing
the Chinese experience in this area, the author recommends an approach for the legal
regulation of geographicalindications of agricultural productsin Chinabased onacomparison
of competing models.

The comparative legal investigation presented by SV. Kosilkin discusses principles
of international legal regulation of genetic research and legislation as applying in the Russian
Federation.

Addressing a fundamental issue at the intersection between medical genetics and
non-medical genetic studies, E.K. Moskovkina focuses her research on patient privacy and
the rights of relatives.

In addition to academic articles, the present journal issue additionally presents an expert
commentary on genetically modified crops by Nilima Chandiramani from Nari Gursahani Law
College, Thane, India.

The issue concludes with a review of a thematic session on law and genetic technologies
reporting on the St. Petersburg International Legal Forum, one of the most significant Russian
eventsin the field of law, which took place in St. Petersburg on May 12, 2023.

I hope that this issue will serve as a source for inspiration for your further research. We
continue to welcome the submission of your manuscripts to be considered by our board
of editors for publication in the coming year.

Best regards,
Editor-in-Chief
0.S.Grin’

Lex Genetica. 2023. Volume 2, No. 2
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HoBbli1 B3rnaa Ha KOHLENUMIO NpaBoOBOro
peryiMpoBaHusl OTHOLLEHUM B cpepe reHeTUUEeCKUX
TexHonoruu B Poccninckon Pegepauum

Oner C. TpuHb™, Tatbsina O. LLnntok
YHuepcutet umenu O.E. KytaduHa (MIHOA), Mocksa, Poccuiickas @epepauus

AHHOTauusa

B ctatbe npeanprHUMaeTcs nonbiTka ONpefeiuTb KOHLENLUMIO MpaBoBOro peryim-
POBAHNS OTHOLWEHNI B CHEpe reHeTUYEeCKX TEXHONOTUIA, B OCHOBY KOTOPON MOTYT
ObiITb MONOXEHBI PA3Hble MOAENM NPABOBOMO perynrpoBaHus. [AByxypoBHeBasa Mo-
[le/1b 32KOHOLATENbCTBA BbIAENSETCH aBTOpamMy B kKayecTse npuoputetHon. OHa xa-
PaKTepU3yeTCs HaM4Mem O4HOro paMoYHOro GeaepanbHOro 3akoHa, AN PasBUTUS
MONIOXKEHWUV KOTOPOro AEMCTBYET CUCTEMA CMELMa/IbHbIX 3aKOHOAATE/IbHbIX aKTOB,
PErypyIOLLNX OTAENbHbBIE aCNEKTbl B CHEPE FEHETUUECKMNX TEXHONOTUIA. ABTOPSI
NPUBOAST NPeUMyLLECTBA U apryMeHTbl B NMO/b3y BbIGOpa AaHHOW MOAenn Ans no-
CTPOEHUS CUCTEMbI 3aKOHOLATENLCTBA B Chepe reHeTuyeckux TexHonorni. Jena-
10TCS BbIBOAbI O HEOBXOAMMOCTY U3MeHeHNs aeicTaytolero OefepanbHOro 3ako-
Ha OT 5 nong 1996 roga No 86-P3 «O rocyaapCTBEHHOM PEryIMPOBaHNM B 06/1aCTy
reHHO-NHXEeHEePHOW AedaTeIbHOCTU», KOTOPbIA MOXET CTaTb OCHOBOW GOPMUPOBAHNS
[IBYXYPOBHEBOW MOAEN 3aKOHOAATENLCTBA.

KnloueBble c10Ba: reHHas VHXEHEPUs, reHeTUUeCcKe TEXHONOT U, KOHLENLUs NPaBoBOro peryamposa-
HWS, TeHeTUYeCcKne NcCcaeaoBaHms, Koandukaums, 1ByXypoBHeBas MoaeNb 3aKOHOAATeNbCTBA

Ana uutupoBanus: [punb, O.C, Wunok, TO. (2023). HoBbii B3ra4 Ha KOHUENLMIO NPaBOBOro pe-
ryAMpOBaHUs OTHOLWEHWIA B chepe reHeTUUYecknx TexHonornii B Poccuiickon @eaepaumn. Lex Cenetica,
2(2), 7-23. https://doi.org/1017803/lexgen-2023-2-2-7-23

[Mocmynuaa e pedaxyuto: 10.07.2023
[MoayueHa nocae peyer3uposarus u dopabomku: 01.09.2023
[putama k nybaukayuu: 12.09.2023

**Email: osgrin@msal.ru
Lex Genetica. 2023. Volume 2, No. 2. 7-23
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Oner C. IpuHb, TatbsiHa O. LUnnok

HoBblii B3rnsa4 Ha KOHLLENLUMio npaBoOBOro peryinpoBaHusa OTHOLUEHUI B cq)epe reHeTMyecKux TexHonorum

B Poccuiickoin Pepepaunn

A New Perspective on the Concept of Legal Regulation
of Relations in the Area of Genetic Technologies

in the Russian Federation
OlegS. Grin’ *, Tatiana O. Shilyuk

Kutafin Moscow State Law University (MSAL), Moscow, Russian Federation

Abstract

The article attempts to define the concept of legal regulation of relations in the area

of genetic technologies. The different models of legal regulation are used as a ba-
sis. Priority is given by the authors to the two-level model of legislation. This model

consists of one Federal framework law, the provisions of which are supplemented by

a group of special legislative acts which regulate certain aspects of genetic technolo-
gies. The authors present arguments in favor of choosing this model, in order to build

a legislative system for genetic technologies and they highlight its advantages. The arti-
cle concludes with a proposal to amend the current Federal Law of 5July, 1996 No. 86-FZ
‘On State Regulation in the Field of Genetic Engineering’ which may serve as a basis for
the development of the two-level model of legislation.

Keywords: genetic engineering, genetic technologies, concept of legal regulation, genetic research,

codification, two-level model of legislation

To cite thisarticle: Grin’, O.S,, Shilyuk, T.O. (2023). A new perspective on the concept of legal regulation
of relations concerning genetic technologies in the Russian Federation. Lex Genetica, 2(2), 7-23 (In Russ.).
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BBepeHne

[eHHas  WHXeHepus  9BASETCS  OAHON
M3 camblx BbICTPO MporpeccupyioLmnx chep,
BaXXHOCTb pa3BUTUS KOTOPOW TPYLHO nepe-
ouUeHNTb. B HacTosulee Bpems pe3ynbTathl
NCCNeA0BaHWI B TEHHOM MHXXEHEPUIN aKTUBHO
NPYMEHSIIOTCS B TAKUX OTPacnsx, Kak Mean-
UMHa, dapmMaueBTMKa, CenbCkoe XO34UCTBO,

*Email: osgrin@msal.ru

Lex Genetica. 2023. Volume 2, No. 2. 7-23

| 8 |

obecneueHne 3KoNOrnUeckoin 6e3onacHocTy,
TOMNBHO-IHEPTETUUECKMIA KOMMIEKC U MHO-
rux apyrux (beccapab, 2022).

Pa3zpasumBwascs Bo BCeM Mupe NaHAemus
COVID-19 nocTasuia nepej MMpoBbiM CO06-
LLECTBOM HOBble MpOBIEMbI, pelieHne KOTo-
PbIX JO/XKHO CTaTb MPUOPUTETOM AN HayKu



OlegS. Grin’, Tatiana O. Shilyuk

A New Perspective on the Concept of Legal Regulation of Relations in the Area of Genetic Technologies

Ha Ganxaniwyto nepcnektusy. K HUM B nep-
BYIO ouepeflb OTHOCATCA obecrneveHne Hace-
NEeHVs 3emnn NPOAOBONLCTBEHHBIMU TOBapamm
M CO30aHWe CUCTEM BbISIB/IEHNMS 3ab0/eBaHUI
W NeKapcTBeHHOro obecreveHus’. YunTbiBas
CKNaAbIBAIOLLYIOCS CUTYaLLMIO B MUDE, YYEHbIE
HaXoAATCS B MOWCKE BO3MOXHbIX CPEeACTB MO-
6e/bl HaZ BO3HUKLIMM MPOAOBONLCTBEHHbIM
KPW3MCOM, OLLHUM 13 KOTOPbIX SBASETCS Npw-
MEHeHWEe TEeXHONOTNI TFeHHOW WHXeHepun
(Stone & Glover, 2011; CemeHos, 2021). Kak oT-
meTua B.B. TyTWH Ha coBelw,aHnumn 0 passuTum
reHeTnyecknx TexHonormi: «Poccus nomkHa
obnagatb LenoW AMHerRkon paspaboTok, Ko-
Topble MO3BONAT MpeaynpexiaTtb v NeynTb
TsxXenble 3a601eBaHNg, YBEAMUMBATL NPOAOI-
KWUTENbHOCTb XU3HW NIOAEN, COCTOSHME OKPY-
XKalolWen cpesbl, oYnLLaTh OT 3arps3HeHui
3emM/1t0, BOAY, BO3/yX, MPUMEHSTb 3KON0rmye-
CKM yncToe B1oTonNnBO. TO ecTb peub uaet
0 CaMbIX pasHbix 001aCTAX — OT MEeAMLMHbI
1 CENbCKOTO XO35MCTBA A0 NMPOMbILNEHHOCTY
W SHEPreTvKK, rae reHeTnyeckne TeXHONOornm
OTKPbIBAKOT KONOCCANbHbIE BO3MOXHOCTU».

B 1996 roay B Poccuiickoin Genepaumm 6ol
npuHaT PenepanbHblii 3akoH «O rocyaapcTBeH-
HOM peryaimpoBaHum B 067aCTW  TeHHO-WH-
KEHEPHON fedaTenbHoCTWY  (nanee — 3akoH

in the Russian Federation

0 TOCYAaPCTBEHHOM PEryampoBaHnn B 061acTu
FeHHO-UHXXEHEPHON AeATeNbHOCTW), CTABLUNI
K/IO4EBbIM HOPMATUBHbIM MPAaBOBbIM AKTOM,
peryvpyrowmnm geaTenbHOCTb OPraHoB rocy-
[apCTBEHHOW BNaCTV B chepe reHeTUYeckmnx
TEXHONOTUN.

C MOMeHTa NpUHATUS 3aKkoHa O rocyAap-
CTBEHHOM pEryiMpoBaHuWM B 0ONACTU reH-
HO-WHXEHEPHON  AeaTenbHOCTU  MPOLLIO
27 NneT, B TeyeHne KOTOPbIX HOBOrO YPOBHS
pa3BUTUg AOCTUMA HayKa O FeHHOM WHXe-
Hepuu, BO3POCAW MHTEpeC K MPUMEHEHMIo
HOBBIX TEHHO-VHXEHEPHbIX TEXHONOTUI U KO-
JMYECTBO HAMpaBAEeHWUM MX WUCMONb30BAHUSA.
COOTBETCTBEHHO, CYLLECTBEHHO M3MEHWANCh
NoTpebHOCTV B HOPMATMBHOM MPaBOBOM pe-
TYIMPOBAHMMN YKa3aHHbIX OTHOWeHWN. Kpome
3TOro, 06LWLEecTBO Noayunno bonblie AoCTyna
K MHGOPMaLLMW, YTO MNOBANANO Ha GOPMUPOBa-
HWe y Hero ornpeneneHHOro OTHOWEHNS K pe-
3y/IbTaTaM reHHO-UHXEeHEePHON AesTeIbHOCTH.
Tak, B cpeacTBax MaccoBoW WHbOpMaLMK
nepcnekT!Bbl  UCMONb30BAHNS  Pe3y/bTaToB
reHeTUYeCKn MOLNPULMPOBAHHbLIX OpraHu3-
MOB HEOLHOKPATHO CTAHOBUINCH MPeLMETOM
cnopos®. Mpu 3TOM CeNbCKOXO3ANCTBEHHbIE
KYNbTYpbl Hanbosnee 4acTo CTaHOBATCA Mpes-
METOM U3YYeHWS UCNOMb30BAHMS TEXHONOTUI

"United Nations (2020, April 21). As famines of ‘biblical proportion” loom, Security Council urged to ‘act fast.
Available at: https://news.un.org/en/story/2020/04/1062272 (accessed 20 May 2023).

2 CogeujaHue o pazeumuu 2eHemuUueckux mexHoaoeuli, 14 mag 2020 2. Pexxum goctyna: http://kremlin.ru/events/

bresident/news/63350 (AaTa gocTyna 20.05.2023).

* MedepanvHblli 3aKoH om 5 uoAg 1996 2. No 86-D3 «O 20cydapcmeeHHOM pe2yAuposaHuu & 00Aacmu 2eHHo-
UHXeHepHol deamenbHocmuy. Pexxium goctyna: http://www.kremlin.ru/acts/bank/9692

* CMm., Hanp., Yenoseuecmay 2posum 20400: cnacerue & npodykmax TMO. (2014, aBrycT 14). Pexxium gocTyna:

https://gorod55.ru/news/society/14-08-2014/chelovechestvu-grozit-golod-spasenie-v-produktah-gmo;

MO — cnaceHue

0Mm 20A00a, BoAe3Hell UAU Ho8as onacHocmp? (2014). Pexxium JLocTyna: https://www.metronews.ru/partners/novosti-part-
nerov-36/reviews/gmo-spasenie-ot-goloda-bolezney-ili-novaya-opasnost-1165563/; Munuukuia, A. (2017, nioHb 24).

[MO: cMepmeAbHAg onacHocmb UAU cnaceHue om 2oaoda? Pexxum poctyna: https://life.ru/p/1019629; Yem
ONACHA 2eHHAs UHXeHepud». (2019, nonb 23). Pexxum poctyna: https://dzen.ru/media/id/5d36c112118d7f-
00c4c771c3/chem-opasna-gennaia-injeneriia-5d36c99b0ce57b00add768c2?utm_referer=www.google.com;

MaicTpyk, E. (2021, wionb 7). OndacHocmu 2eHHO UHXeHepUu: 8 NOUCKax HoBbIX npedeaos U HopM IMUKU.
Pexxnm poctyna: https://radiosputnik ria.ru/20210108/gen-1590632059.html (aata goctyna: 20.05.23).
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B Poccuiickoin Pepepaunn

TeHHON WMHXeHepun 1 B Cayyae yCnewHoro
MPpOBEAEHNS NCCNELOBAHNIA U MACCOBOrO MX
NPUMEHEHNS CMOCOOHbI MPUBECTU K CUCTe-
MaTUYECKOMY YBEMUEHNIO YpOXas W MOBbI-
WEeHMIO ero KayeCTBEHHbIX XapakTepuctuk,
K OLHOBPEMEHHOMY YMEHbLUEHWIO WCMONb-
30BaHMS NECTULMIO0B W BO3PaCTaAHMUIO YCTOW-
YMBOCTU K BPEAUTENSM W UHBIM MONOXUTENb-
HbIM pe3y/bTaTam.

MoXHO cka3aTb, YUTO NPOTUBOCTOSIHWE CTO-
POHHWKOB W MPOTUBHUKOB WCMO/b30BAHUSA
TEXHONOTUIN TEHHOW WHXEHEPUN HALN0 CBOE
OTpaxKeHve B MOAXOAAX K PEryimpoBaHmio
MPUMEHEHUS TEHHbIX TEXHONOTUI:

e COMACHO MEPBOMY M3 HUX® MPOAYKTHI,
CO3aHHble C WUCMOMb30BaHNEM TEeHETUYECKU
MOAMGDULNPOBAHHbIX OPraHn3mMOB, He HecyT
B cebe pUCKOB Npw COBMOAEHNMN psaa orpe-
JeNeHHbIX ycnoBuit®. OcobeHHOCTb TaKkoro
MOAX0AA 3aK/MoyaeTcs B TOM, YTO B peanu-
3YIOLLMX €ero cTpaHax OCHOBHOE BHUMaHue
npv perynmpoBaHuny OTBELEHO He MpoLeccy
MPOW3BOACTBA, @ CAMOMY KOHEYHOMY pe3y/b-
TaTy, TO €CTb NPOAYKTY. [1paBoBOE perynvpo-
BaHMWe OCYLLEeCTBAAETCSH TONbKO HA OCHOBAHMK
060CHOBAHHBIX HaYUYHbIMU UCCAEN0BAHMAMM
pesy/nbTaToB, OTBeprag npuW 3TOM HEeMoj-
KpenneHHble  4oKa3aTenbCTBamy  [OBOLbI
M CTpaxu NMPOTUBHMKOB TEHETUYECKN MOAM-
drumpoBaHHbIX opraHnamos (KybbilwkuH &
Kocunkut, 2021);

e BTOPOW MOAXOJ B KayecTBe aprymeHTOB
MCronb3yeT OTCYTCTBME abCOMOTHO OrMpe-

[eNeHHbIX AaHHbIX O 6e30MacHOCTU reHe-
TMYECKM MOANDULMPOBAHHbBIX OpPraHW3MoB
M OMUPAETCH Ha HEeroMHOTY WUCCNeA0BaHWN,
KOTOpble He MOryT TOYHO MpeAckasaTb BCex
NOCNEeACTBMIA UCMONb30BAHMS TEHHbIX TEXHO-
NIOTUA B CeNbCKOM XO39MCTBE (MOALEPXKMBA-
eTcs EBponeiickum coto3om). 3akpenneHue
TaKOW NO3NLMM HALLNOo CBOE OTpaxeHue B [le-
Knapaumm no oKpyxatoulen cpefe 1 passu-
TUIO OT 14 MtoHs 1992 17 KoHeuHo, npuHsaTHe
[NAHHOTO MOAXOLa He [AOMKHO CTaTb mnpe-
n4TCTBMEM ANS HAYYHOro nporpecca, Of-
HaKo MOXHO C YBEPEeHHOCTbIO YTBEPXAAThb,
UTO OH HaxoAWT BCe 6O/blIE CTOPOHHWKOB
B COBpEMEHHOM O06LLeCTBE BO BCEM MMpE.
Hanpumep, yueHble [epMaHun 3aaBasav
0 HEBO3MOXHOCTW MPOBOANTL HEODXOAMMblE
IKCMNEPVMEHTbI B OMPefeneHHbIX rpaHuuax,
a yaCTb M3 HWX W BOBCE MOKMAANA CTpaHy
B nouckax Hambonee 6naronpusTHLIX YCao-
BWIA AN paboTbl. Bbi3BaHO 3TO B TOM umcne
HeraTVBHbIM OTHOLUEHWEM CaAMOTO HEMELLKOTO
Hapofa K LOCTVXXEHUSM FeHHOW WHXEHEePUU,
a Takxe MpeacTaBNeHUAMIU O Hel Kak O He-
n3BefaHHON cdepe, NOCNeACTBUS U3yUeHUs
KoTopoW TpyaHo npeayraaathb (Ckypko, 2022).
PasnunyHble NpMpOAOOXPaHHble CO3bl U Op-
raHv3aumMm nponaraHAMpYT OTKa3 OT reH-
HOWM WHXeHepun 1 arnTvpytoT 3a BbipallyBa-
HUe W ynoTpebneHne OpraHUYeckn UMUCTbIX
NpoAyKTOB. Tak «Ba)HOe mnepcneKkTUBHoe
HanpaBieHne Hayku, 3KOHOMUKN U CeNbCko-
rO XO34MCTBa», UMEKLLEEe CePbe3HbIN MOTEeH-

° TNonpepxuBaeTca AreHTCTBOM MUULEBOTO KOHTpons KaHaabl, MUHWCTEPCTBOM 34paBOOXpaHEHNS
1 6narononyuns HaceneHus AnoHuy, YnpasgneHmem no caHUTapHoOMY Ha30py 3a Ka4eCTBOM MULLEBbIX
npoaykTo 1 meankamentos CLUA, a Takxxke ®AO, BO3 n O3CP.

A VMEHHO: €C/IN X OCHOBHbIE TOKCUKONIOTUYECKME 1 MUTATENbHbIE KOMMOHEHTbI CPABHUMbI C 31EMEHTAMU
TPAAMLMOHHBLIX MPOAYKTOB MWTaHUA, a Takke Mpu YCAoBMM, UTO cama no ceBe reHeTuueckas

moandukaLms bbina 6e3onacHo.

7OO0H. (1992). Puo-de-Katelipckag dekaapauus no okpyxatouieli cpede u pazsumuto. MpuHata KoHdepeHumen
OOH no okpyxalollen cpege 1 passutuio, Prno-ge-Kaneinpo, 3—14 nioHsa 1992 rona. Pexxum gocrtyna:
https://www.un.org/ru/documents/decl_conv/declarations/riodecl.shtml
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Uunan, CTano TepsTb MaBeHCTBYIOLWee MecTo.
HecmoTps Ha TO YTO Ha peanusaumio Hemel-
KOW nporpammbl «brMo3KOHOMMKA-2030» Bbl-
fLeneHo 14 MApA eBpo, a cama nporpamma
3aHMMaeT UeHTpa/ibHoe MeCcTo MMeHHO bna-
rogaps CenbCKOXO3SNCTBEHHbIM  BUOTEXHO-
JIOTUAM, Ha MPaKTUKe 3TO MONOXEeHUe He pe-
anusyetcs. [pOTUBHUKM TEHHON UHXEHEPUK
fLaxe AEeMOHCTPUPOBANN arpeccuto, HaHocs
Bpe/ BblpallyBaembiM KynsTypam. Tak, B 2011
rofy OblAM YHUUTOXEHbI noceBbl [MO-pac
TEHWI, yulep6 OT Yero Gbi OLEHEH B COTHM
ThICAY €BPO, YTO CTaNo BO3MOXHBIM Gnaroaa-
ps LeNCTBOBaBLIEMY B TOT MOMEHT Mpasuay
06 0693aTe/IbHOM BK/IKOUYEHMM YUACTKOB 3eM-
v, Ha KkoTopbix TMO-pacTeHunst BblpallmBa-
t0TCS Ha OTKPBITOM TPYHTE, B PEECTpP, KOTOPbIN
pasmeLLancs Aasg 03HaKOMNEHUS B OTKPLITOM
poctyne (Kuntz, 2012). Takum 06pasom, Hop-
Mbl 1 TONIOXEHMS, KOTOPbIE O4HU YNHOBHUKM
Ha3blBAlOT NOGENo W [MaBHbIM CPeaCcTBOM
3aWNThl KM3HW ¥ 340PpOBbs rpaxaaH Pepe-
paTuBHOM Pecny6auku lepmaHus, B rnasax
APYrux npespaulalTcs B 6apbepbl 419 pas-
BUTUS HAYYHO-UCCNENOBATENbCKOV LAesdTeNb-
HOCTW B ChEpE reHHOW MHXXEHEPUIN 1 CO3AaI0T
cepbesHble MpensaTCcTBus 414 LOCTUXEeHUS Lie-
JIe, NOCTaBIEHHbIX TOCYAapCTBOM B MPOrpam-
me «bnoskoHommnka-2030» (Richter, Szarka,
Bezama, & Thran, 2022).

CoBpemeHHOe COCToAHNEe
3aKOHOJ,aTe/IbCTBA, pery/npyrLLero
OTHOLIEeHUs B cdpepe reHeTUUecKmx
Uccef0BaHUM U reHeTUUECKUX
TEXHO/IOruM

in the Russian Federation

B Poccuiickoin @epepaummn ¢ 2019 r. aein-
ctByeT DesepanbHas Hay4HO-TEXHMYeckas
nporpamma pasBUTUS reHeTUYeCKnx TeEXHON0-
VA, paccumnTanHas ao 2027 ré, neiicTeue KOTo-
poii 6b1710 NpoaneHo 40 2030 T. [pruopuTeTHO
3afaueit, Kotopas MOXeT ObiTb YCNEeWwHo pe-
LeHa C NMOMOLLbIO POCCUMCKMX TEHETUYECKMUX
TEXHOJIOTUI, B yKa3aHHOM Nporpamme Ha3saH
nepexom K nepCoHanv3npoBaHHON MeanLLMHE,
BbICOKOTEXHOMIOTUYHOMY  3[paBOOXPAHEHMIO
1 TEXHONOTUAM 30POBbeCOEPEXEHUS, BbICO-
KOMPOAYKTUBHOMY W 3KONOTUYECKM YNCTOMY
arpo- v akBaxossucTBY, paLMOHaAbHOMY Mpu-
MEHEHWMIO CPEACTB XMMUYECKOW W Buonoru-
YECKOM 3aLLWThl CeNbCKOXO34MCTBEHHbIX Pac-
TEHWA W KMBOTHbIX, CO3AaHNI0 6E30MaCHbIX
N KAYECTBEHHbIX MPOLYKTOB MUTAHWS.

YTBEpXAeHHas B 2018 I LOpOXHas Kap-
Ta N0 pasBUTUIO BUOTEXHOMOTUI W TEHHOM
MHXeHepun’ npefycmoTpena Takxe Takue
MEpOoNpuaTHA, Kak co3faHne GUopecypCHbIX
LUEHTPOB, UEHTPOB AOKAUHUYECKUX TpaHC-
NAUMOHHbIX UCCNEeLOBAHUNA, HALVOHAIBHOIO
LEHTpa CTpaTernyeckmx 6uomeanumHCKnx
TEXHONOTWI, co34aHne NpodecCMOHaNbHbIX
CTaHAapTOB B 06/1aCTV BUOTEXHONOTMN U FEH-
HOW MHXEHEepUK, OTKPbITUE HaLMOHANbHOIO
nenosutapus 6uomatepuanos u  GCP-cep-
TUOULMPOBAHHBIX KETOUHBIX MabopaTopuii,
a TakXXe Mepbl Mo rapMoHM3aLUnm CTaH4apTOB,
nencTeytowmx B Poccuiickon Pepepaunu,
c nokymeHTamu O3CP.

@DenepanbHas HayyYHO-TEXHMYecKas Mpo-
rpaMma pasBUTUS TEHETUYECKNX TEXHONOTM A
Ha 2019-2027 rr. coaepXxuT 4 rpynnbl mepo-
NPUSTUIA, HANPaBAEHHbIX HA CO34aHNE U pas-

¢ Mocmaroenerue [Mpasumenrncmea PO om 22 anpeaa 2019 2. No 479 «O6 ymeepxderuu DedepdannHoli HayuHo-
IMeXHUUeCKOL Npozpammbl paseumus 2eHemuueckux mexHoAoeull Ha 2019—2027 200dbl». Pexum pocTyna:
http://publication.pravo.gov.ru/Document/View/0001201904230021

? Pacnopsxerue pasumerbcmea P® om 28 desparg 2018 2. No 337-p. Pexxum aocTyna: http://government.ru/

docs/all/115628].
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BUTME Ha 6a3e HayuHbIX U 06pa3oBaTENbHbIX
opraHvsauuii - nabopatopuit 1 LEHTPOB,
OCYLLECTBAAIOWMX WUCCAeoBaHWa B obna-
CTW TeHeTUYECKNX TEXHONOMMIA, B YaCTHOCTM
TEXHONOMNIA  reHeTUYeckoro peaakTMpoBa-
HUS, 1 UX TEXHUYECKYIO NOAAEPXKKY, a Takxe
MOArOTOBKY  BbICOKOKBAAMMULMPOBAHHbIX
KaZpoB 1 yNpaBneHYecknin KOMNAeKkc, BKO-
yas COBEpLIEHCTBOBAHME HOPMATMBHOIO
NpaBOBOroO PerynmpoBaHns B chepe reHeTu-
YecKnx TeEXHONOTNiA. Ha nosbilieHne KBanu-
dukaunm u nepeobyyeHne cneumanncTos
B pamKkax 3TOM Mporpammbl naaHupyeTcs
HanpaBuTb 4 MApA pybaeit U nepenoaroTo-
BMTb 3 ThiC. CNELMNANNCTOB, @ TakXKe A0/KHbI
pa3pabaTbiBaThCsd HOBblE 06pa30BaTENbHbIE
nporpammbi.

CTouT npu3HaTth, YTO 3a nocnefHune He-
CKONbKO N1ET y>Ke BblAn NpeanpuHATb HeKo-
Topble Warkn Ha nyTm pedopMUpOBaHNS ro-
CyAApCTBEHHOrO perynmposaHna B 061actu
reHHO-UHXeHepHoW aesTenbHocTV (Bbinxa-
HoBa, 2021; JlanyHuH, 2021). K HacTosiwemy
BPEMEHW pa3BUTWE TEHHON UHXeHepun Ha-
3BaHO O[IHUM W3 MPUOPUTETHBIX HamnpaBie-
HWIA pa3BUTMA B CTpaTermyeckmx AOKYyMeH-
Tax Poccwuiickoin depepaumun. B kavyecTse
KOHKPETHbIX pe3ybTaToB MOXHO BblAENNTH
YTBEPXK/AEHME HEKOTOPbHIX M3 HEOOXOAUMbIX
HOPMaTMBHbIX MPaBOBbIX aKTOB, Hamnpumep
PepnepanbHbliil 3akoH 0T 30 aekabpa 2020 T.
Ne 492-3 «O 6uonormyeckorn 6e30nacHoCTy
B Poccuiickoin @Penepaunm»'®, GeaepanbHbiii
3akoH «O cemeHoBoACTBE»! (BCTYNWUA B Cuny

C 1 ceHTsbpa 2023 1), BHECEHbI MOMpPaBKM
B MegepanbHblil 3akoH «O rocyaapcTBEHHOM
PErYyIMPOBaHMN B 0BMaCTU TEHHO-MHXKEHep-
HOM [AesTenbHOCTU» B 4acTV onpeaeneHus
NpaBoBOro pexuma HaunoHanbHoW 6asbl
reHeTnyeckon nHdopmalmm, OCHOBHOW 3aa-
yeil KOTOpOW aBnseTcs obecneyeHne cbopa,
XpaHeHUs, 06paboTKM W aHam3a Takon WH-
dbopmaumm.

Ha cerogHs cebie 80 HayUHbIX OpraHu-
3aumnii, 40 BbICWIMX yUuebHbIX 3aBeAeHWIn Be-
LyT TEHOMHble unccnegoaHusg. Kpome Toro,
HaunHas ¢ 2020 . PoccuiCKUM HayUHbIM
GOHAOM MoALepXaH pSA MPOEKTOB MO CO3-
JAHWIO TeHOMHbIX nabopaTopuii, cosgaH Ha-
LUMOHA/IbHBIN LIEHTP TEHETUYECKUX pecypcoB
pacTeHwii’?, BeseTca paboTa Mo Co3faHuMio
HaunoHanbHOro UEeHTpa TeHeTUYeCcKnx pe-
CYPCOB  CE/bCKOXO34MCTBEHHbBIX  XKMBOTHbBIX
N UX POACTBEHHbIX BUAOB U HalMOHANbHOrO
LUEHTPpa reHeTUYECKMUX PECYPCOB NMPOMbILLIEH-
HbIX MUKPOOPraH13MOB.

OfiHako HepelleHHbIX npobaem ocTaeT-
CS MHOrO, YTO BbI3blBAET HEOHBXOAMMOCTb
NPOLOMIXEHNS  pedOPMUPOBAHNUS  LaHHON
oTpacnn ([eruncerko, 2008; >KaBOpoOHKOBa
& AragoHos, 2021). HeobxoaWMO BbIHECTU
YPOKW U3 yXe MPOAAEHHbIX 3TAMNOB W Nnepei-
T K aKTMBHOW peann3aunn BO3MOXHOCTEW
Poccuitickoin Peaepaunn B chepe reHHoM
nHxeHepun. OAHUM U3 TaBHbIX BOMPOCOB,
TpebyiolWMX PeLleHns, aBaSETCsS NOCTPOeHVe
CMCTEMbI NPABOBOrO PEryanpoBaHns oTHowe-
HWNI B Chepe reHeTUYeCKNX TEXHONIOTUIA, B TOM

1 PedepabHbiii 3akoH om 30 dekabpa 2020 2. No 492-P3 «O 6uorozuueckoli be3onacHocmy & Pocculickoii
®edepayuu». (2021, aHeape 11). Poccutickag lazema. Pexxum goctyna: https://rg.ru/documents/2021/01/11/bio-

dok.html

" PedepanrpHplii 3akoH om 30 dekabpa 2021 2. No 454-D3 «O cemeHogodcmee». (2022, aHgapp 11). Pocculickag
[a3ema. Pexxum gocTyna: https://rg.ru/documents/2022/01/11/semenovodstvo-dok.html

2 Ykaz [pe3udeHma PD om 8 espanrg 2022 2. No 44 «O HAUUOHAALHOM UeHmpe 2eHemU4eckux pecypcos
pacmeHruii». Pexxum goctyna: http://www.kremlin.ru/acts/bank/47531
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yncne onpeneneHne ONTUMaAbHOW MoAenn
GOPMMPOBAHNS CUCTEMBI UCTOYHUKOB perna-
MeHTalUMW AaHHbIX OTHOLWeHWI B Poccninckon
depepaunm.

B HacTosEee BpeMs HOpMbI deaepanbHOro
3aKoHOAATeNbCTBA, PEryanpytolume oTHoLe-
HUS B chepe reHeTuyeckmx mccienoBaHUR
N TeHeTWYECKMX TexXHONOrWi, coaepxkarcs
B pa3nUHbIX deepasbHbiX 3aKOHaxX:

— MegepanbHbli 3aKOH OT 23 uioHg 2016 T.
Ne 180-P3 «O 6UOMEANLMHCKUX KNETOUHbIX
npoayKTax»";

— @epaepanbHblii 3aKoH OT 30 Jaekabps
2020 1. No 492-03 «O 6uonornueckon 6eso-
nacHoctu B Poccuitickoin @enepalinm»';

— MepepanbHbiil 3aKoH 0T 21 Hos6ps 2011 1.
Ne 323-03 «O6 0CcHOBax OXpaHbl 340POBbS
rpaxpaH B Poccuiickoin epepaumm»’;

in the Russian Federation

— QepaepanbHblii 3akoH 0T 4 mas 2011 .
No 99-03 «O NUUEH3MPOBaHMM OTAEbHbIX
BUAOB AEATENLHOCTU»';

— PenepanbHblii 3aKoH 0T 12 anpens 2010 T.
Ne 61-P3 «O6 obpalleHnn 1eKapCTBEHHbIX
cpencte»’;

— MenepanbHblii 3aKOH 0T 3 Aekabps 2008 .
No 242-03 «O rocyaapcTBEHHOW F€HOMHOW
pernctpaumm B Poccuitickoin @enepaunm»'®;

— ®eaepanbHblii 3akoH oT 10 aHBapsa 2002 T.
Ne 7-P3 «O6 oxpaHe okpy>KatoLleit cpebi»';

— QenepasibHblil 3aKOH 0T 2 aHBaps 2000 r.
Ne 29-@3 «O kauecTse 1 6€30MacHOCTM NuLLe-
BbIX NMPO/AYKTOB»;

— MepnepanbHblii 3akoH 0T 30 MapTa 1999 r.
No 52-P3 «O caHuTapHO-3NMAeMmonoruye-
CKOM B1aronoNyUNn HaCeNEHNA»?;

— MenepanbHbiii 3aKoH 0T 17 Aekabps 1997 1.
No 149-03 «O ceMeHOBOACTBE»;

B PedeparbHbpiii 3aKoH om 23 uioHg 2016 2. No 180-D3 «O GUOMEOUUUHCKUX KAEMOUHBIX NpodyKmax». (2016,
UtoHb 28). Poccutickag [a3ema. Pexxium focTyna: https://rg.ru/documents/2016/06/28/produkti-dok html.

™ Dedepanvhbiii 3akoH om 30 dekabpa 2020 2. N° 492-P3 «O 6uorozuveckoll besonacHocmu & Pocculickoli
Dedepayuus. (2021, aHeapw 11). Poccuiickag [azema. Pexum goctyna: https://re ru/documents/2021/01/11/bio-
dok.html

> DedepanbHbiii 3akoH om 21 Hoa6pa 2011 2. No 323-D3 «O6 ocHosax oxpaHbl 3d0posbs 2paxdaH 8 Pocculickoli
®edepayuus. (2011, Ho96pb 22). Poccutickag Tazema. Pexxum gocTyna: https://rg ru/documents/2011/11/23/
zdorovie-dok.html

6 DedeparbHblii 3akoH om 4 mag 2011 2. N© 99-D3 «O AUUeH3UpoBaHUU 0mdeAbHbIX 81008 deamerbHocmus. (2011,
Maii 5). Poccuiickas [azema. Pexxum gocTyna: https://rg.ru/documents/2011/05/06/license-dok.html

7 ®edeparbHplii 3akoH om 12 anpeaa 2010 2. No 61-D3 «O6 06pauieHu AeKapcmseHHbix cpedcmes. (2010, anpeab
13). Poccutickag [azema. Pexxium focTyna: https:/rg.ru/documents/2010/04/14/lekarstva-dok.html

'8 DedepanbHilii 3aKoH 0m 3 dekabps 2008 2. N° 242-D3 «O 20¢y0apcneeHHOl 2eHOMHOU pezucmpauui € Poccutickoti
Dedepauyuu». (2008, dekabpp 9). Poccuiickas [azema. Pexum aoctyna: https://rg.ru/documents/2008/12/09/ge-
nom-registracia-dok.html

" MedepdbHbiii 3akoH om 10 aHeapa 2002 2. No 7-D3 «O6 oxpate okpyxarouieii cpedoi». Pexxum goctyna: http://
www.kremlin.ru/acts/bank/17718.

20 PedepanbHblli 3aKoH om 2 aHgapa 2000 2. No 29-P3 «O kauecmee U 6e30NaACHOCMU NUUie8bIX NPodyKmos.
Pexxum noctyna: http://www.kremlin.ru/acts/bank/14882.

2 PedepanrvHblil 3akoH om 30 mapma 1999 2. No 52-03 «O caHumapHo-3nudemuorozudeckom AG20N0AYUUU
HaceaeHug». Pexxmm poctyna: http://www.kremlin.ru/acts/bank/13636.

22 PedepabHblil 3KOH 0m 17 dekabps 1997 2. No 149-D3 «O cemeHogodcmaes. Pexknm goctyna: http://www krem-
lin.ru/acts/bank/11763.

2 MedepabHplil 3aKoH om 3 ageycma 1995 2. No 123-P3 «O naemeHHOM XU8omHogodcmeae». Pexxnm 1ocTyna:
http://www.kremlin.ru/acts/bank/g8161
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— MesepanbHbliA 3aKOH OT 3 aBrycta 1995 T.
N0 123-D3 «O nnemeHHOM XNBOTHOBOACTBE»;

— PenepanbHblii 3aKoH OT 24 anpens 1995 T.
No 52-@3 «O XMBOTHOM MUpe»™;

— 3akoH Poccuiickon @egepaummn ot 7 des-
pang 1992 r. No 2300-1 «O 3aluTte npas noTpe-
ouTenen»>.

B pasBuTve MONOXEHWI AaHHbIX 3aKOHOB
NPUHAT P NOA3AKOHHBIX MPaBOBbIX AKTOB,
Cpeayv KOTOPbIX MOXHO BblAEINTb MOCTAHOB/E-
Hue [MpasuTenscTBa Poccuiickon Gegepaunm
oT 25 aHBaps 2022 1. No 46 «O nuueH3npoBa-
HUW 1esTeNbHOCTM B 061aCTh UCNOb30BaHNS
BO36yaMTENEN WHDEKLMOHHBIX 3a6071eBaHNi
yenoBeKa M XKMBOTHbIX (32 WCKIOYEHMEM
cnydyas, ecau ykasaHHas AesTeNbHOCTb OCy-
WeCTBASETCS B MEAUUMHCKUX LeNsx) U reHHo-
NHXXEHEPHO-MOANPULMPOBAHHBIX OPraHM3moB
Il v IV cTeneHen NOTEHULMANBHOW OMacHOCTH,
OCYLLIECTBNSIEMOA B 3aMKHYTbIX ~CUCTEMAX»;
noctaHosnenve [NpaButensctea Poccmiickom
®epepaummotiéanpens 20201 No 520 «O npo-
AyKUMU N TeHHO-UHXXeHepHO-MoANbULMpPO-
BaHHbIX OpPraHM3Max, He MoAnexalimx rocy-
NapCTBEHHOW perncTpaunv B COOTBETCTBUM

c [NpaBmnamu rocyaapCcTBEHHON perncTpaumm
reHHO-MHXEHEPHO-MOANULIMPOBAHHbBIX  Op-
raHW3MOB, MpeAHa3HauYeHHbIX AN Bbinycka
B OKPY>XAOLLyt0 cpefy, a TakxXe NpoayKuuu,
NOAYYEHHOW C MpPVMEHEeHWEM TakMx opra-
HVM3MOB MW COAEPXKALLEN TaKme OpraHn3msl,
BK/IIOYAS YKa3aHHYI0 MPOAYKLMIO, BBO3UMYIO
Ha TeppuToputo Poccuiickoin Deaepaunu,
YTBEPXAEHHbIMW MOCTaHOBAeHMeM [1paBu-
TenbcTBa Poccuiickon ®eaepaunm ot 23 ceH-
T96pg 2013 1. Ne 839»”’; nocTaHoBAeHUs [naB-
HOrO rOCYLapCTBEHHOMO CaHWTapHOro Bpaya
Poccuiickoin @eanepalimn oT 8 aekabps 2006 T.
N° 32 «O Ha/j30pe 3a NWLLEBbIMU NPOLYKTaAMMU,
cogepxatummm FTMO»*® 1 oT 30 Hos6ps 2007 .
Ne 80 «O HaA30pe 32 060pOTOM MULLLEBbIX MPO-
NyKTOB, copepxatnx FMMO»* u apyrue.

OCHOBHbI€ HanpaB/1€HUAa pa3Butung
3aKoHoA4aTe/1bCTBa B obnactu
reHeTUYeCKuX uccies0BaHUM

Ha COBpEMEHHOM 3Tane CcoBepLIeHCTBO-
BaHME 3aKOHOAATE/IbCTBA B obnactv reHetu-
YeCKMX NUCCNefoBaHmim MOXET UATA MO ABYyM
OCHOBHbIM HaMnpaB/ieHNAM:

2 DedepabHblli 3K0H 0m 24 anpens 1995 2. No 52-D3 «O XUeomHoM Mupe». Pexxum aoctyna: http://www.krem-
lin.ru/acts/bank/7768

»3akoH Poccuiickoti ®edepayuu om 7 desparg 1992 2. No 2300-1 «O 3awjume npag nompebumenei». (1992,
dekabpb 1). Poccuiickas [azema. Pexxum gocTyna: https://rg.ru/documents/2008/12/01/pravapotr-dok html

»[locmaroeneHue [pasumerncmea Poccuiickoli Pedepauuu om 25 aHeapa 2022 2. N° 46 «O AUUeH3UPOBAHUU
deqameabHOCMU 8 0BAGCHIU UCNOAL308AHUS 8030Y0UMeAell UHPeKUUOHHbIX 3a60AeBAHUT UeA0BEKA U KUBOIMHBIX
(30 UCKAKUEHUEM CAYUAS, eCAU YKA3AHHAST 0eqameAbHOCMb OCYUeCBASemcs 8 MeOUYUHCKUX UeAdX) U 2eHHO-
UHXeHepHO-ModUpUUUpo8aHHbIX opzanusmos Il u IV cmeneHeli nomeHYUANbHOU 0NAcHOCMU, 0Cyuecmeagemoli
8 3AMKHYMblIX cucmemax». Pexxum gocTyna: http://government.ru/docs/all/139083/

“[TocmarosAerue Npasumeabcmea Pocculickoli Dedepayiu om 23 ceHmabpsa 2013 2. No 839 «O zocydapcmseHHol
peaucmpauuy 2eHHO-UHXXeHepHO-MOAUPUUUPOBAHHLIX 0peaHU3Mo8, a Makxe NpodyKuuu, NOAYYeHHoU ¢ Ux
npumeHeHuem». Pexxum goctyna: http://government.ru/docs/6128/

2 [ocmarosAeHue [1asH020 20¢ydapcmeeHH020 caHumapHozo epaua Poccutickoii Pedepauuu om 8 dekabpa 2006 2.
No 32 «O Had3ope 3a nuujesbimMu npodykmamu, codepxaugumu TMOs». (2007, mapm 2). Pocculickag [azema.
Pexxum noctyna: https://rg.ru/documents/2007/03/02/gmo-dok.html

2 [ocmarosAeHue [1agH020 20CY0apcmeeHH020 CaHumapHozo epaua PP om 30 Hoabps 2007 2. No 80 «O Hadzope
3d 06opomom nuuiesbix npodykmos, codepxaujux MOs». Pexxum poctyna: https://old.fsvps.gov.ru/fsvps/
laws/4940.html
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1) «nonHas koandukaLmsy», noapasymeBato-
was NpUHATE HOBOTO €1MHOI0 KOMMNEKCHOMO
3aKOHO/ATENbHOTO aKkTa, B KOTOPOM 6bl coaep-
>a/MCb BCE OCHOBHbIE HOPMbI MpaBa, peryau-
PYIOLLME OTHOLWEHNS B AHHON 061acTw;

2) NOCTPOEHME CUCTEMbI «BYXYPOBHEBOIO
3aKoHOAaTeNbCTBa», NPU KOTOPOM BblAeNseT-
€S OLMH defepanbHblid 3aKOH, BbIMOMHAIOLLMN
OYHKUMM paMOYHOro 3akoHa, W B pas3BuTMe
ero MOJIOXEeHNA [AeACTBYeT cucTema Ccneum-
aNbHbIX 3aKOHOAATENbHbIX aKTOB, Perynmpy-
IOLLMX OTAENbHble acnekTbl B chepe reHeTnye-
CKMX TEXHONOTUNA.

BTopoii BapmaHT npeanonaraet, YTo cucTe-
Ma MpaBOBOro PeryimpoBaHus OTHOLWEHWI
B chepe reHeTMueckmx TeXHONOMMIA AOMKHA
6bITb NpeacTaBaAeHa ABYMS YPOBHAMMW 3aKO-
HoAATebHOrO Pery1mpoBaHums:

1-m ypoBHem — DepepanbHbiM 3aKOHOM
oT 5 mong 1996 roga Ne 86-®3 «O rocyaap-
CTBEHHOM pEryAupoBaHWM B 061aCTU TEH-
HO-WHXEHEPHON  AeATeNbHOCTW», KOTOPbIN
JOMKEH npeTepneTb M3MeHeHus, 06ycaoB-
JIEHHblE Pa3BUTUEM W YCAOXKHEHWEM peryan-
PYEMbIX 3TUM 3aKOHOM OBLLECTBEHHbIX OTHO-
WEHWN, a Takxe

2-M YpPOBHEM — OTpac/ieBbiMK 3aKoHaMMU,
coAepXauMmu MnpaBoBble HOPMbI, peryam-
pylouime oTaenbHble OTHOWEHWS, CBSI3aHHble
C reHeTUYecKMMM TEXHONOTUIMM, K KOTOPbIM
oTHocAaTCd, Hanpumep, PenepanbHblil 3aKoH
0T 23 uioHs 2016 1. Ne 180-P3 «O 6uomean-
UMHCKMX KNEeTOUHbIX NpoayKTax»; Peaepanb-
HbI 32KOH OT 30 Aekabpsa 2020 r. No 492-P3
«O 6uonornyeckon besonacHoctT B Poccuit-
ckor Depepaun» 1 apyrue.

B pa3ButmMe nonoxeHWin [AaHHbIX 3aKo-
HOJATeNbHbIX aKTOB AO/MKHbI MPUHUMATLCS
noA3akoHHbIe HOPMATUBHbIE MPABOBbIE AKTbl
Ha OCHOBaHMM 1 BO UCMOAHEHWE 3aKoHa O ro-
CyAapCTBEHHOM perynmpoBaHum B 061actu
FeHHO-VMHXeHEePHOW AeaTeNbHOCTM U Cneuu-

in the Russian Federation

asbHbIX defepanbHbiX 3aKOHOB B AaHHO
obnacTu.

Takag mofenb B POCCUMIACKON MpaBOBOW
cUCTeMe YCMewWHOo peanusyeTcs, Hamnpumep,
B 061acT M36MpaTeNbHOrO 3aKOHOAATe b-
CTBa WU NPU PETYIMPOBAHWN OTHOLWEHWIA,
BO3HMKAKOLLMX NPW OCYLLECTBAEHUM MpaBa
Ha NOWCK, MoAy4YeHue, MNepepavy, Npoms-
BOACTBO M pacnpocTpaHeHne MHGopmaumuu,
NPUMEHEHNU  UHPOPMALMOHHbBIX TEXHONO-
Wi, obecneyeHnm 3atmnTbl UHGOPMALLUN,

O6UlecTBEHHbIE OTHOWEHNS B Cchepe re-
HETWYECKMX TEXHOMOTUIA MpKu  CO3AaHUM
NBYXYDPOBHEBOW MOJENV 3aKOHOAATeNbHOTO
perynnpoBaHus byayT COCTaBASTb KOMNAEKC
Hbli MpeAMET MNpaBOBOMO peryinMpoBaHus
1 noAnajath MoJ pernameHTauuio Hopm 3a-
KOHa O roCyfapCTBEHHOM perympoBaHum
B 00/1aCTW TEHHO-VMHXEHEPHON aesTenbHOo-
CTU W cheunanbHbix deaepanbHbiX 3aKOHOB
No BOMPOCAM TEHETUUECKMX TEXHOMOTWA,
a Takxe OyayT KOHKPETU3MPOBaHbl HOpMa-
MW NOA3aKOHHOrO XapakTepa, MpUHATHIMM
Ha OCHOBaHMM M BO UCMOJHEHWE YKA3aHHbIX
3akoHoB. [lpn 3TOM cam pamoyHblii 3akoH
0 roCyaapCTBEHHOM peryimpoBaHun B obna-
CTU TEHHO-VHXXEHEePHON AeaTeNbHOCTU A0A-
XeH cofepxaTb 6a30Bble HOPMATUBHbIE MO-
NIOXEHNS B CHepe NPaBOBOro PEryanpoBaHms
reHeTUYECKNX TEXHOMOTUIA 1 OCYLLEeCTBAAT
obuleperyimpyiolliee BO3JeiCTBME Ha pac
cMaTpuBaemble 06LLECTBEHHbIE OTHOLIEHMS
(HOpMbI TaKoOro 3akoHa AOMKHbI BbIMOAHATH
GyHKUMM obwmx npaBun — lex generali).
CrneumnansHble deaepasbHble 3aKOHbl LOMX-
Hbl YCTaHaBAMBATb OCOBEHHOCTM MPABOBOrO
PETYNMPOBAHUS OTAE/bHbIX BWAOB rEHETU-
UECKMX TEXHOMOTNIA B Pa3AnUHbIX 061acTax
NesTeNbHOCTH (B YaCTHOCTM, B 34paBOOXpa-
HEHWW, CEeNbCKOM XO39CTBE, MPOMbILLIIEHHO-
cTu, 0bnacT 6€30nacHOCT) (HOPMbI AaHHbIX
3aKOHOB OYAyT BbINOMHATL GYHKUMM Crieun-
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anbHbix npasun — lex specialis). CooTHowWwe-
HUE [AHHbIX NPaBWA LOXKHO MOAUYUHATLCS
06LweMy I0pUANYECKOMY MPaBUIy O NpUopu-
TeTe CneunanbHelXx HoOpM Haz obwmmn (lex
specialis derogat lex generali).

MoA3aKOHHbIE HOPMATWUBHbIE MPABOBbLIE
aKTbl JOIXHbI ObITb HaMpaBieHbl Ha UCMof-
HEHWE 3aKOHOB W ONpeaendTb nopsaku
W NpaBuaa peannsauny Ux OTAENbHbIX Mo-
NOXeHWN. [loa3aKoHHblE aKTbl, MPUHATbIE
YMNONMHOMOYEHHbIMU OpraHamMi Ha OCHOBa-
HUM U BO WCMOAHEHWE MpPeanucaHnin 3aKo-
HOB (NOCTAHOBNEHNA, NPUKA3bI, MHCTPYKLMUN,
npaBuaa, MONOXEHNS), [AOMXKHbI OCYyLLEeCT-
BAATb AOMOJHUTENbHOE AETaflbHOe perymn-
pOBaHME OTHOLIEHWUN, ABASIOWNXCH Npef-
METOM  PErynpoBaHUs COOTBETCTBYIOLLMX
3aKOHOB. Takve NoA3akoHHbIE aKTbl UCXOAAT
13 OCHOBOMOMAraloWmMX 3aKOHO4ATENbHbIX
YCTAHOBMAEHUI U HaNpaBieHbl Ha AOCTUXe-
HUE KOHKPETHbLIX Lefeil U peleHne 3agad,
onpeaeneHHbIX 3akOHaMMu.

Takum obpasom 6yneT obecneyeHo ¢dop-
MWPOBAHME CUCTEMbI MPABOBOTO PEryinpo-
BaHMA OTHOWEHWIA B Cchepe reHeTuyeckmx
TEXHONOMWIA Ha 6a3e eaMHCTBa 3akoHa o ro-
CyNApCTBEHHOM PEryanpoBaHnu B 06nactu
FEHHO-VHXXEHEPHOW  eATeNbHOCTU, Cheumn-
aNbHbIX hefepanbHbiX 3aKOHOB W AOMO/HA-
WMX U pa3BUBAIOLLMX UX HOPM NMOA32AKOHHbIX
NpPaBOBbIX AKTOB.

JByxypoBHeBasa Mogenb
3aKOHOAATeNIbHOI0 PeryimpoBaHus
B 06/1aCTV reHeTUYEeCKUX UCC/Ief0BaHMIA

B obocHOBaHWe NpuBeAEHHON KOHUENUN
«[1BYXYPOBHEBOTO PErYIMPOBAHMS» BO3MOX-
HO NPUBECTU CEAYIOLLME APTYMEHTbI.

1. IByxypoBHEBas MOJEe/b 3aKOHOAATE/b-
CTBa M NPUHMMAEMBIX B PA3BUTUE MONOXKEHN
3aKOHOB MOA3aKOHHbIX HOPMaTWBHBIX MNpa-
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BOBbIX aKTOB B OT/IMYME OT «KOANDUKALUMS
npeanonaraeT BO3IMOXHOCTb OMNePaTVBHOIO
BHECEHMS U3MEHEHWI B CUCTEMY MPABOBOrO
PErynMpoBaHms.

[aHHas moaenb NO3BOAWUT  YUMTbIBATH
cneumouky OoTaeNbHbIX Cchep NpUMeEHeHUs
reHeTUYeckmux TexHONorMin (3apaBooxpaHe-
HMe, CeNbCKOe XO34MCTBO, NMPOMBbILLIIEHHOCTD,
6e30MacHOCTb) 1 NPU BO3HUKHOBEHWUN HEOB-
XOAMMOCTN M3MEHEHUS AENCTBYIOLLNX HOPM
B Kakor-nmbo u3 Takux chep He npuaertcs
BHOCWUTb MHOTOYMC/IEHHbIE MPaBKkW 1 AOMNOJ-
HEHMs B 6a30BbI 32KOH.

L[lByxypOBHEBOE perynMpoBaHmne coxpa-
HSAET BO3MOXHOCTb [a/ibHENLIEro pa3BuTng
3aKOHOAATE/IbHbIX HOPM 3a CYET MPUHATUS
MOA32KOHHbIX HOPMATUBHbIX MPaBOBbIX AKTOB
no Mepe pasBUTUS Peryanpyembix OTHOLIe-
HWIA. ITO, B CBOK OYepeab, Takxke MUHUMU-
31MpyeT KOMMYECTBO WM3MEHEHWIA, BHOCUMbIX
B deaepasbHble 3aKOHbI B 0COBOM MopsaKe.
Onpenensas ycnoBus v Nopsaok peannsaumm
YCTQHOB/IEHHbIX 3aKOHOM HOPM, MOA3aKOH-
Hble aKTbl KOHKPETU3MPYIOT UX MPUMEHUTENb-
HO K OnpefeNeHHON CUTyalMKn, packpbliBatoT
MX CMbIC/I HEMOCPEACTBEHHO A9 CyObLEKTOB
pEryMpyemMbix B JaHHOM C/lyyae OTHOLEHWI.

B nonb3y cyllecTBOBaHNS Tako MOAENN FO-
BOPWT ¥ Heobxoammas MobUAbHOCTL Moa3a-
KOHHOIO peryinpoBaHuns, Yto COOTBETCTBYET
LAVHAMUKE Pa3BUTUS AAHHON ChepPbl HAYKM.

Kak M3BeCTHO, reHeTnyeckne TexHON0-
TMW CUMTAIOTCA OAHOM M3 Hawbonee GblICTPO
Pa3BMBAOLLMXCH chep Kak npv NpoBeaeHUM
HayYHbIX MCCNEAOBAHWIA, TaK W Npw paclu-
PEHMN OTpac/ie NpakTUYeCcKoro npumMmeHe-
HUS X pe3ynbTaToB (Co34aHue HOBbIX nekap-
CTBEHHbIX MPenapaToB, U3Je4YeHne OnacHbIX
3a60/1eBaHWiA, BbipallyBaHme 6onee CTOMKMX
K MOTOAHbIM YC/IOBUSM CE/bCKOXO3SMCTBEH-
HbIX KY/JbTYp, pa3BefeHne HOBbIX MOPOJ Xu-
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BOTHbIX ¥ MHOroe Apyroe). Takoe akTuBHOE
1 HenpepbiBHOE pa3BuTMe chepbl reHeTnde-
CKMX TEXHOMOMMI BeLeT K MOCTOSHHOMY MO-
ABNIEHNI0 HOBbIX OBLLECTBEHHbBIX OTHOLLEHNIA,
TpebyiollMX Takoro e OnepaTMBHOMO WX
perynmposanusg. Moaenb «kognpuumnpoBaH-
HOro» 3aKoHOAaTeNbCTBa, B CBOK Oyepelb,
He oTAnyaeTcs AMHAMUYHOCTBIO M HE MO3BO-
NS€eT OnepaTvBHO, UCXOAS W3 BO3HMKAIOLLMX
Ha onpejeneHHOM 3Tane pa3BuTus obllecTsa
noTpebHOCTEN, PeryanpoBaTh BO3HMKAtOWLME
OTHoLeHws. [IByxypoBHEBas MOLE/b 3aKOHO-
[ATeNbHOro peryimpoBaHns, KOHKPeTU3npo-
BaHHag MNOA3aKOHHbIMW HOPMaTUBHBIMU ak-
Tamu, Ha0boPOT, NO3BOANT B KOPOTKME CPOKM
pearvpoBaTh Ha Npoucxoasiive B chepe re-
HEeTUYECKMX TEXHONOMMI U3MEHEHWS 1 OTpa-
XaTb WX B COOTBETCTBYIOLLEM HOPMATUBHOM
NpaBOBOM aKTe.

2. [1ByxypoBHeBas moaenb npeanonaraet
BO3MOXHOCTb MCMOMb30BaAHUS 3KCMEepUMEH-
Ta/IbHbIX MPaBOBbIX PEXNMOB B Chepe reHeTu-
YeCKMX TEXHONOTNA.

[TOMMMO 3TOr0, UMEHHO /IBYXYPOBHEBAs MO-
[eNb 3akoHOoAaTeNbHOro peryanpoBanHunsg no-
3BONNT B Byayllem B Clyyae HEOOXOAUMOCTH
3GdeKTVBHO peann3oBaTb BO3MOXHOCTb UC
NONb30BaHMS 3KCMNEPUMEHTAbHbBIX MPaBOBbIX
PEXMMOB (T.H. «PErynsTOpHbIX NECOUHNLLY).

B HacTosuwee Bpems B Poccuiickoir Pe-
nepaummn  pencteyer dPefepanbHblii  3aKOH
oT 31 noHa 2020 1. Ne 258-P3 «O6 akcnepu-
MEHTa/IbHbIX MPaBOBbIX pexumax B chepe
undpoBbIX MHHOBaLWA B Poccuiickon Pene-
paumnmn»*°. B Byayllem ycTaHOBMEeHMEe 3Kcre-
PUMEHTa/IbHbIX MPaBOBbIX PEXVMMOB MOXET

in the Russian Federation

noTpeboBaThCd MPUMEHUTENBHO K Pa3BUTUIO
FEHETUYECKUX TexXHONormn. «flonHag Koau-
duKaung» xe Kak Hambonee CNOXHbIA BUA
cucTemMaTu3aLmm 3akoHOAATENbCTBA HE Npej-
nonaraeT MoBUABLHOMO pasBUTUA MpeameTa
perynmpoBaHunsg KoAMPULMPOBAHHOTO akTa.

3. [1ByXypoBHeBas Mofe/b B OTIMYMeE OT KO-
andvkaumm He npeanonaraeT HeobXoAMMO-
CTW NONMHOW pPeBM3NN AeACTBYIOLLMX 3aKOHOB
B chepe reHeTnyecknx TeXHONOTMIA.

B Poccuiickoin @eaepaunm AeNCTBYIOT pas-
JINYHbIE 3aKOHbI, Onpefensiolne OCHOBHbIE
NOHATUS, NpaBuaa U NOPSAKM AeSTeNbHOCTH
B chepe reHeTnyecknx TeXHONOTMIA.

70 Takxe NoATBepXAaeT HeobXxoaMMOCTb
CyWecTBOBaHMS  eAMHOr0  HOPMaTMBHOIO
NpaBOBOrO aKTa, yCTaHaBAMBatollero obuive
MO OTHOLWEHMIO K YKa3aHHbIM deaepanbHbiM
3akoHaM nonoxeHna. Kak 6bi10 oTMeueHo
paHee, TakUM eaMHbIM HOPMATMBHbLIM Mpa-
BOBbIM 2KTOM JO/IXEH BbICTYNaTb 3aKOH O ro-
CYNapCTBEHHOM pEryMpoBaHnn B 061acTu
reHHO-MHXXeHepHON aesTenbHoCTL. [1pn 3ToM
oTpac/ieBble 3aKOHbl MOTyT NpejycmaTpuBaThb
0COBEHHOCTU  PerynnpoBaHuns  OTHOLWEHW
B 06/1aCTN TeHHOW UHXEHEepUW C yueToMm cne-
LUNOUKK chep, peryanpyemblx STUMK oTpacie-
BbIMM 3aKOHAMMU.

Mogenb «nonHon Kkoandukaumm» B chepe
reHeTUUECKUX TEXHONOMMIA NpefanonaraeT cbop
11 0606LLIEHNE BCEX UMEIOLLNXCS B GeaepabHbIX
3aKOHax HOpM, MPSIMO MW KOCBEHHO MOCBSILLEH-
HbIX TEHETUYECKMM TEXHONOMMSM, UTO O3HaYaeT
HEOBXOAMMOCTb MX W3bATUS U3 CrielyanbHblX
3aKOHOB. B yacTHoCTW, npw «koamndukaumnm»
HeobxoamMmo ByaeT pewaTb cyabby HeaaBHO

3 DedeparbHblil 3akoH om 31 utoHg 2020 2. N° 258-D3 «Ob 3KcnepuMeHmarbHbIX Npagosbix pexumax e chepe
UudposbIX uHHosauuli 8 Poccuiickoii Pedepayuu». (2020, aseycm 6). Poccutickag 2asema. Pexum gocTyna:

https://rg.ru/documents/2020/08/06/innovacii-dok.html
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NPUHATBIX deaepabHbIX 3aKOHOB, Mpexae
Bcero PesepanbHOro 3akoHa oT 30 Aekabps
2020 roaa Ne 492-@3 «O 6uonornueckoi 6e3-
onacHoctu B Poccuiickon @denepatimmy.

OaHako kaxjaas chepa AeSTeNbHOCTH, rae
BO3MOXHO MPUMEHEHNE TeHeTUYECKUX Tex-
HOMOTWIA, MMeeT CBOW 0COBEHHOCTU, Be3 oT-
PaXEHWS KOTOPbIX HEBO3MOXHO MOAHOLEH-
HOe MpaBOBOE peryanpoBaHue OTHOLIEHWN
B cdhepe reHeTMYeckmx TEXHOMOMMi. 3ITo,
B CBOI ouepeflb, MOXET NPUBECTM KakK K Mpo-
6e1bHOCTK, Tak U K NeperpyKeHHoCT Hopma-
TMBHOrO MpaBOBOro peryanposaHus. Cneuu-
dUKa NpUMEHEHNS reHETUUECKINX TEXHONOTUIA
B KaX[0M KOHKPETHOW chepe AedTenbHOCTH
JOMKHA BbITb OTPaXKeHa Ha YpOBHE OTAEbHO-
O OTPac/NeBOro 3akoHa.

4. Mogpenb «koandukaumm» 3akoHoaaTesb-
CTBa B 061aCTW FEHETUYECKMX TEXHONOMNIA AB-
NgeTcs NpexAeBpeMeHHOM, 1 ee peannsaums
B HacTosllee BpemMs CO34aCT CyLIECTBEHHbIE
PWUCKM OTCPOYKM Ha HeomnpeaeneHHoe Bpems
pelieHns akTyafbHbIX MPaBOBbIX MpPo6IEM
B AaHHON chepe.

Mpouecchl  KoaMbUKaUMK gBASIOTCA  pe-
3ynbTaToM 0co60ro poja cuctematmsamm
3aKkoHomaTenbCcTBa. [1py MPUHATUM 3aKOHO-
[ATeNbHOMo akTa BaXKHO 06ecneunTb NoAHOTY
M YeTKOCTb 3aKOHOAATeNbHOro peryanpoBa-
HWA OBLIECTBEHHbIX OTHOLUEHWIA, COCTaBAS-
OLLMX NpeAMeT MpaBOBOrO peryanpoBaHus
3aKoHa. B HacTodllee Bpems 3akoHozaTenb
W NpeAcTaBUTeNM HayyHOro CoobliecTsa

He nNpuWAnM K efUHOTNACHOMY MHEHWIO
0 NpeAMeTe PerynmpoBaHns camoro 3akoHa
0 ToCynapCTBEHHOM perynnposaHun B obna-
CTU FeHHO-UHXeHepHon aesTenbHocTw. [lo-
MbITKK paspaboTaTth cervac KoanduumpoBaH-
HbI aKT MO BONPOCAaM PEryanpoBaHns reHHoM
WHXEHEPMM N BOBCE HALONMO OTCPOYaT HOp-
MaTUBHOE pelleHne 0cobo akTyasbHbIX yxe
B HacToqulee Bpema npobiem (B 4acTHOCTH,
N0 3akpeneHnto NpPaBoBbIX PexXMMoB Haumo-
HasbHOWM 6a3bl reHeTUYeckorn WHopMaLmu,
6MOPECYPCHBIX KOMNEKUWA U OnpeaeneHunto
NpaBOBOrO CTaTyca GUMOPECYPCHBIX LIEHTPOB).
[Mpu 3TOM CNefyeT OTMETUTD, YTO C HOPMATbHO
OPUANYECKON TOUKM 3PEHNS KOANDULMPOBAH-
HbIN aKT 1 deaepanbHbli 3aKOH Mo CBOEN topu-
[MYECKOW Cune paBHbl, YTO MOATBEPXAAeTCs
npakTukon KoHcTtutyumonHoro Cyaa Poccuin-
ckoin @epepaunn. B OnpegeneHnax KoHcTu-
TyumoHHoro Cyna Poccuiickon Pepepaumm
0T 5 HO6pA 1999 1. N 182-O°' 1 oT 3 deBpans
2000 r. Ne 22-0%? yka3aHo, UTo HV OAuH deje-
pasbHbI 3aKOH B C1Ay CTaTbh 76 KOHCTUTY LMK
Poccuitckon @eaepaumnn He obnagaeT no or-
HOWeHNIo K Apyromy defepanbHOMy 3aKOoHY
60AbLUEN OPUANUECKOR CUION.

Koandukauma —Hambonee cnoxHaa popma
cucTemaTu3aL My 3aKoHoAaTeNbCTBa, Kak npa-
BMO, OCYLLEeCTBASieTCS MO OTpacisam npasa
M CTaHOBMUTCS BO3MOXHOW MpU LOCTUXEHUN
BbICOKOTO YPOBHS CMeLuanbHoro HopmaTtuB-
HOro NMPaBOBOIO PErYANPOBaHMS Kak Clefyto-
WK 3Tan pa3BUTUS CUCTEMbI 3aKOHOAATENb-

1 OnpedeneHue KoHcmumyuyuorHozo Cyda PD om 5 Hoa6pa 1999 200a Ne 182-O «[To 3anpocy ApbumpaxHozo cyda
20poda Mockebl 0 nposepke KOHCIIUMYYUOHHOCMU NYHKMO8 T U 4 uacmu yemaepmoii cmambpu 20 DedeparbHozo
3akoHa ‘O BaHkax u 6akosckol deameabHocmu™. Pexum poctyna: https://sudbiblioteka ru/ks/docdelo ks/

konstitut_big 1003.htm

32 Onpedenerue KoHcmumyyuorHozo Cyda PO om 3 ¢espara 2000 2. No 22-0 «[o 3anpocy MMumkapanmckozo
20podckozo cyda Pecnybauku Kapeaus o nposepke KOHCMUMYUUOHHOCMU chmambu 26 PedepanrbHozo 3akoHa “O
HecocmoameAbHOCMU (6AHKPOMCIMBe) KpedUuniHbIX 0peaHu3auuii™. Pexxuum goctyna: https://sudbiblioteka.ru/

ks/docdelo_ks/konstitut _big 1062.htm
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cTBa B cooTBeTcTBytollen obnactu (Tpukos,
2010). Kak oTmeuaeTcs B [JOKTpUHE, BOMPO-
Cbl, CBSI3aHHble C KoAMdMKauMen 3akoHoAa-
TENbCTBA, 3aK/YaoTcs B 3PPEKTUBHOCTH
M KM3HECMOCOBHOCTWM TOW WAM WMHOW KOH-
KPeTHOW NpaBoBOW cucTembl. Koanpukaums
npeacTaBageT coboi PUANKO-TEXHUYECKNI
OTBET Ha NOTPEBHOCTL B GOpMabHOW paLin-
OHaNM3aUMM npaea, MOPOXAEHHYIO KpU3N-
COM WCTOUHMKOB MpaBa, Wx 6ecnopaaouHbim
pa3pacTaHyem K NMOUCKOM NPaBOBOW onpeje-
neHHocTy (PaxmaHuHa, 2008). Hanbonblunii
3ddexT KoandmKaums MmeeT B yCA0BUSAX LO-
CTaTOYHO Pa3BUTON, CAOXKMBLUENCS, CTabWUb-
HOW MPaBOBOW CUCTEMbI, N TOrAA OHA SBASETCS
3aKOHOMEPHbIM ee pa3suTem (Xabpuesa,
2009; 30pbKkuH, 2013, c. 73).

B HacTogsLlee Bpems poccuickoe 3akKoHO-
[aTeNbCTBO B cHepe reHeTUYeCKnX TEXHOMO-
TN HE COAEPXMUT AOCTATOYHOro KOAMYeCTBa
pa3paboTaHHbIX MPaBOBbIX HOPM, He Xa-
pakTepusyeTcs MOMHOTOW MNpPaBOBOro pery-
JMPOBAHMS OTHOLUIEHWIA, He OTBEYaeT BCEM
NOTPebHOCTAM  COBPEMEHHOMO  COCTOSIHUS
Haykin. DakTuyecknM Ha 3akoHoAaTENbHOM
YPOBHE B cdepe reHeTuueckmx TeXHONOMnA
OTCYTCTBYET HEOOXOAUMbI  HOPMATUBHbIN
npaBoBOM MaTepua, KOTOPbIA MOXET MOA-
BEPrHyTbCS crcTemaTm3aumnu.

Henb3g roBopuTb M O CTABUILHOCTM 3aKO-
HoAaTeNbCTBa B Chepe reHeTUYeckux Tex-
Honormit. Pa3BuTne HayUHbIX FreHeTUYeCcKmnx
NCCNeoBaHUI B MOCNEAHNE HECKONbKO eT
[0Ka3ano, YTo AaHHag chepa SBASETCH OA-
HOM M3 CaMbiX ObICTPO MPOrpeccUpyroLLnX
chep; cnefosatesbHo, cama MOAEe/b 3aKOHO-
[aTe/IbHOTO PerynmpoBaHus AOMKHA MNpea-
nonaraTb BO3MOXHOCTb TaKOro AMHAMUYHO-
rO peryampoBaHus. 103ToMy 06BLEKTUBHbIE
YCAOBUS ANg «KoaMdUKaUumUm» 3TUX HOPM
TakXe OTCYTCTBYIOT.

in the Russian Federation

5. Kognbukaums npegnonaraer nepecmoTtp
CYLLeCcTBYIOLLEro pacnpeieneHns npeimeTos
BeJEeHNS 1 MONHOMOUYMIA B chepe NpaBOBOroO
peryinpoBaHns reHeTUYeCcKnx TexXHONOTNiA
mexay Poccuiickon Pepepaunein n cybbek-
Tamu Poccuiickoin Depepaumu.

OcHoBbIBasich Ha cTaTbe 3 3akoHa O rocy-
[NAPCTBEHHOM PEryayupoBaHnM B 061acTu
FeHHO-MHXXEHEePHOW AeaTeNbHOCTW, rae yka-
3aHO, YTO 3akKoHOAATeNbCTBO Poccninckon
@esepalyn B 061aCT TEHHO-UHXKEHEPHOI
NeaTenbHOCTU CcoCToMT U3 HacTosuwero Pe-
NlepanbHOro 3akoHa, Apyrnx denepanbHbiX
3aKOHOB M WHbIX HOPMATUBHbIX MPaBOBbIX
akToB Poccuiickoir Penepaumu, a Takxke 3a-
KOHOB M MHbIX HOPMATVBHbIX MPABOBbIX AKTOB
cy6bekToB Poccuiickon Peaepaunm, Hopma-
TWUBHbIX NMPaBOBbIX 2KTOB OPraHoB Ny6ANYHOM
BnacTv dpeaepanbHoi Tepputopumn «Cupurycs,
MOXHO CAienaTh BbIBOJ, O TOM, UTO «Koanduka-
UMs» No BOMpPOCAM, OTHECEHHBIM K COBMECT-
Homy BeaeHwto Poccuiickon @epepauun n ee
CYy6BHEKTOB, He SBAAETCA Nyyllei MOAENbIO M0-
CTPOEHUSI  3aKOHOAATeNbHOro  peryampoBa-
HMA B JaHHOK obnactu. Kak 060CHOBaHHO
OTMEYaeTCs B JOKTPUHE, B JAHHOM Clydyae
KoAvdMKaums npeanonaraeT co3faHue Tako-
ro 3aKOHOLATeNbHOro akTa, KOTOpbIA LOMKEH
cojepXaTtb BCIO WAM MOAABASIOULYIO Maccy
HOPM, PEryNUPYIOLLMX OMNpeaeNeHHyl OoT-
pacib (chepy) Ob6LIECTBEHHBIX OTHOLIEHWA,
HO Mpu 3ToM 3a cybbekTamm Poccuiickoit
Pepnepaunn, a Hepeako v 3a camont Pegepa-
Lvei, ocTaeTcs NpaBo Ha 3akoHoAaTenbHoe
peryanpoBaHue OTAeNbHbIX BONPOCOB. Takas
CUTyaums MoxeT B Gyayllem noTpe6oBaTb
NCKMOYEHNS 3aKoHOAATENbHbIX MOMHOMOYMIA
cybvekToB Poccuitckonn Peaepaumm B COOT-
BeTCTBYylOLIEN chepe (Xabpuesa, 2009).

6. «[lByXypOBHEBas MOLENb», B OTIMNYKE
OT KoAMdUKaUMKM, MO3BOASET YUUTHIBATH Cy-
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WeCTBEHHYO CneunduKky OTAeNbHbIX chep
NPUMEHEHWS TEHETNUYECKMX TEXHONOTUIA.

B HacTosulee Bpemsi pesynbrathl Uccneno-
BaHWI B chepe TreHeTUYeCKnx TexHO0run
aKTUBHO MPUMEHSIOTCS B TakMX OTpachsx,
Kak 34paBooxpaHeHuWe (MeauumHa, dapma-
LIeBTMKA), CENbCKOE XO34MCTBO, obecnevyeHne
6uonoruueckorn  6e3onacHoOCTH, TOMAUBHO-
SHepreTMYecknini KOMNEKC 1 MHOTKe Apyrue
(MBaHoB & LeByeHko, 2021). Kak oTmeTun
B.B. lyTvH Ha coBelLaHWUK O pa3BUTUN FeHe-
TUYECKNX TEXHONOMUI: «..peYb UAET O CaMblX
pasHbix 061aCTAX — OT MEAWLMHbI U CENIbCKOTO
X0351MCTBA 10 MPOMbIWAEHHOCTU U 3HEpreTu-
KW, TAe reHeTnYeckme TeXHONOT UM OTKPbIBAOT
KOMOCCabHblE BO3MOXHOCTU» .

Kaxnas 13 orpacnen npuMeHeHus reHe-
TUYECKMX TEXHONOTMIA MMEET CyLLeCTBEHHbIE
0COBEHHOCTW OpraHusaunm un GyHKLUUOHMK-
pOBaHWS, 4TO AOMKHO HaMTU OTpaxeHue
B MpaBOBOM peryanpoBaHmn. «Kogndukaums»
6yneT o3HauaTb HEeobXOAMMOCTb 3akperse-
HWA BCEX 3TUX OCOBEHHOCTEN B pamKkax eau-
HOr0 HOpPMaTMBHOTrO MPaBOBOTrO akTa. [lonas
no NyTW «KOANDUKALMM», 3aKOHOAATENO NPK-
JeTCs BblpaboTaTh He TONbKO eAuHbI npej-
MET peryampoBaHus Ans BCex TakMx oTpacie,
HO ¥ pa3paboTaTb eAWHYI0 METOA0NO0TUNI0 Ta-
KOro perynvpoBaHus — CI0XKHYH, MHOMOYpOB-
HeByl0 CTPYKTYpy HOPMAaTVMBHOTO MPaBOBOro
aKTa, 4To He NpeacTaBASeTCs BO3MOXHbIM
B CMNY CYLLECTBEHHbIX OTANYMIA cdep npume-
HEeHMs reHeTUYeCKX TEXHONOTUIA.

[ByxypoBHeBas MoAeNb MO3BOAUT CO3AaTb
MOHATHYO CMCTEMY MPaBOBOr0O peryanpoBa-
HWS OTHOWEHWIA B chepe reHeTuyecknx Tex-
Honornit. PamouHbli PefepanbHblii 3aKOH
oT 5 mtong 1996 roga Ne 86-®3 «O rocyasap-
CTBEHHOM PEryANpOBaHMM B 061aCTW reH-

HO-WHXEHEPHON AedTeNbHOCTU» OnpeaenunT
Lenu, 3aayu, NpuUHLMMIbl, OCHOBHbIE HaMpaBs-
NIEHNS PEryInpoBaHnsg OTHOWEHWI B chepe
reHeTUYeCKMX TEXHOMOTUIA U UHble oblive
NONOXeHus, a cneuunansHele denepanbHble
3aKOHbl OTPa3sT 0COBEHHOCTU NPABOBOrO pe-
TYIMPOBAHUS OTHOLIEHWNIA B cdhepe reHeTnye-
CKMX TEXHOMOTUI B COOTBETCTBYIOLLUX OTPAC-
NAX UX PUMEHEHUS.

7. Mogenb [LBYXypOBHEBOTO perynMposa-
HUS yCNewHo 1cnonbayeTca B paje 3apybex-
HbIX CTPaH.

Tak, Hanpumep, OCHOBHbIM 3akoHom Pese-
paTnsHoi Pecnybaukm lepmaHua B o6nactu
FEHHOWN VHXXEHEPUW SBNSETCS 3aKOH O peryau-
POBaHUW  TEHHO-UHXEHEPHOW  AESTeNbHOCTU
B lepmaHun ot 20 noHa 1990 roaa, KOTopbii
MUMEET CXOXYIO CTPYKTYPY C POCCUICKMM 3aKO-
HoM. CBOE YTOUHEHWE HOPMbI FepMaHCKOro 3a-
KOHa HaxoAdT B psfe HOPMATUBHbIX MPaBOBbIX
aKTOB, Hanpumep 3akoHe O peanu3auunn perna-
MeHTOB EBponeiickoro cooblectsa uam Espo-
NecKoro cot3a B 061acTh reHHON UHXKEHepUK
M O MapKMpOBKE MPOLYKTOB MWTaHWs, [locTa-
HOBNEHUV O MpoLefype NPOBEAEHNUS CYLIAHWI
BO WCMOMHEHWE 3aKOHA O eHHOW WHXeHepuw,
[1OCTaHOBNIEHMN O KOMMIEKTE 3asiBOYHBIX [0-
KYMEHTOB ¥ MpoLeaype Mo MOMyYeHWo pas-
pelleHns 1 pacCMOTPEeHUIO 3aiBOK COMACHO
3aKOHY O FeHHOW WHXeHepun, [TocTaHoBneHU
0 COCTaBNEHUMN MEXXO3FNCTBEHHBIX MIAHOB /INK-
BMOALMM aBapUiAHbIX CUTYaLmii 1 06 0bs3aHHO-
CTW NpeAOCTaBNEHNS UHbOPMALMK, COOBLLEHNN
1 YBELOM/IEHUM BO UCMOMHEHWE 3aKOHa reHHON
NHXEHepWN v Apyrue.

MoaobHas cuMcTema NpaBoBOTO Peryampo-
BaHMs NpeycMoTpeHa 1 B BennkobputaHuu.
OcHoBoW npaBoBoro peryanposaHus MO
B CoeanHeHHom KoponescTee saBnseTcs 3a-

3 CogewjaHue o paseumuu 2eHemuyeckux mexHorozuli 14 mag 2020 2. Pexxum goctyna: http://kremlin.ru/events/

president/news/63350
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KoH «O 3awwuTe okpyxatoLen cpesb» 1990 T.
[ancHeiwee npaBoBoe  peryanposaHue
KOHKPETW3MPOBAHO B [1OCTaHOBNAEGHUW O TeH-
HO-MOANOULIMPOBAHHBIX MPOAYKTaX MUTAHUS,
[loCTaHOBNEHUWN O TEeHHO-MOAVGULMPOBAH-
HbIX KOpMax [N XXWBOTHbIX, [TocTaHOBAEHMN
0 MpaBWaax NpoCaEXNBAEMOCTH 1 MapPKUPOB-
k1 TM-npoaykumn.

3aknoueHme

C yyeToM M3M10XKEHHOTO MOXHO 3aK/MHOUNTb,
YTO Ha JaHHOM 3Tane AN NPUHATUS U Cy-
WeCTBOBaHMS «KOAMDUUMPOBAHHOIO» akTa,
peryanpytoLLero oTHoleHus B chepe reHeTn-
YECKMX TEXHONOTMWIA, HET HU AOKTPUHAAbHBIX,
HW HOPMATMBHbIX, HW MPaKTUYECKMX OCHOBA-
HWIA. BOAbWMHCTBO BOMPOCOB, Mpeanaraemblx
K peleHunto vyepes3 NpuHaTue «koamduumnpo-
BAHHOrO» akTa, MM YXe pelleHbl Ha ypOoBHe
3aKkoHa 0 rocyaapCTBEHHOM peryimpoBaHum
B 061aCTW reHHO-UHXEHEPHOR AEATENLHOCTY
W VHbIX OTPACAEBbIX 3AKOHOB, UN MOTYT ObITh
pelleHbl MyTem BHECEHWS| U3MEHEHWIA B 3TK

CMNCOKJINTEPATYPbI

in the Russian Federation

32KOHbI C Y4eTOM Npenaraemoi KoHUenumm
«[1BYXYPOBHEBOIO PErynnmpoBaHus».

Takum 06pa3om, MOAENb 3aKOHOAATENbHO-
ro peryavpoBaHus OTHOLeHWA B cdepe re-
HETMYECKMX TEXHONOMUIA AOMKHA BbiTb Npes-
CTaB/ieHa ciefyoLym 06pa3om:

— @epepanbHbIM  3aKOHOM OT 5 uioNS
1996 rona Ne 86-d3 «O rocyaapcTBeHHOM pe-
rYNMpOBaHUM B 061ACTH FEHHO-VHXEHEPHOM
NeqaTeNbHOCTU», KOTOPbIA  A0MKeH npeTep-
NeTb U3MEHEHMSs, 0OYC/IOBNIEHHbIE Pa3BUTUEM
M YCNOXHEHWEM PEryinpyemblx 3TUM 3aKo-
HOM O6LLECTBEHHbBIX OTHOLIEHWA;

— OTpac/eBbIMU 3aKOHAMU, PEryanpytouLm-
MW OTAeNbHble BOMPOCHI, CBA3AHHbIE C reHeTH-
UECKUMU TEXHONOTUAMMU.

Ha ocHoBaHMM ¥ BO WCMOMHeHWe 3akoHa
0 rocyAapCTBEHHOM PerynmpoBaHuy B 061acTu
reHHO-MHXEHEPHOW AeaTeNbHOCTM U cneuw-
a/IbHbIX GefiepasbHbIX 3aKOHOB B IAHHOM 06-
NacTn AAs pasBUTHS MX MONOXKEHUIA LOMKHBI
NPVHMMATLCA  MNOA3aKOHHbIE  HOPMATWBHbIE
NpaBOBblE AKTbI.
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Abstract

As a traditional agricultural country, China produces a wide range of diverse agricul-
tural products. However, China's legislation on geographical indications (GI) for agri-
cultural productsisincomplete, existing in three different legal documents. Although

China appears to be ready for an independent Gl law, it has not yet been enacted, and

the method of its administration remains unclear. China is faced with the choice

of whether to adopt ‘strong protection’ or ‘weak protection’ in its Gl legislation. This

question is also directly related to the relationship between international Gl treaties

and domestic legislation. The protection of geographical indications of agricultur-
al products in China lacks strategic design. The main legislative and administrative

bodies are confused, and the specific legal documents at the national, provincial and

municipal levels are imbalanced. The recommendation of this article is that, China

should choose ‘strong protection’ for primary agricultural products and processed

agricultural products with key characteristics, and ‘weak protection’ for other general

agricultural products.
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WccnepoBaHue npaBoBoOro craryca
u Mogenu Bbibopa reorpagpuuecknx 0603HaueHum
ANA CeNbCKOX039MCTBEHHOW NpoayKuum B Kutae

®eHr YoHr™
KnTtanckmin cenbCKoxo3ancTBeHHbIN yHuBepcuTerT, MekuH, Kutan

AHHOTauusa

Kak TpaavumoHHas arpapHas ctpaHa Kntai nmeet 6oraTyto u pasHoobpasHyto Ceb-
CKOX039MCTBEHHYO NpodyKumto. OaHaKo 3akoHoAaTenbcTBo Kntas o reorpaduueckmx
0603HavueHmax (M0) anga CenbcKOXO39iMCTBEHHOM MPOAYKUMM SBASETCS HEMOMHbIM
1 BK/KOYAET B CE6A TPY PA3NYHBIX KPUANUECKNX JOKYyMEHTa. XoTa KiTaii, noxoxe, ro-
TOB K MPUHSATMIO HE3ABUCUMMOTO 3aKOHa O reorpaduyeckinx 0603HaYeHNsX, HO OH ELLe
HE BCTYMNWA B CUAY, @ €r0 MPUMEHEHINE OCTAETCS He ACHbIM. KiTai cTouT nepea Bbi6o-
POM «CU/IbHOM» N «CNABOM» 3aLLMTHI B CBOEM 3aKOHOAATENLCTBE O reorpaduueckmx
0603HauUeHMX, UTO TakXKe HaNPsSMYH0 CBS3aHO C MeXAyHapoAHbIMK AoroBopamm o O
M BHYTPEHHMM 3aKOHOAATENbCTBOM. 3aliMTa reorpapmyecknx 06o3HaueHUn Cefb-
CKOXO03SMCTBEHHON NpoayKUuMn B Kutae He MeeT CTpaTermyeckoro njaHa, OCHOBHblE
3aKoHO/aTe/IbHble 1 aIMUHUCTPATUBHbIE OPraHbl HAXOAATCS B 3aMeLLaTeNbCTBE, a KOH-
KpEeTHble NPaBOBbIE AOKYMEHTbI HA HALMOHAbHOM, MPOBMHLMANBHOM W MyHULMNAb-
HOM YPOBHSIX Pa3pO3HeHbI. B 3T CTaTbe NpeanaraeTcs OCyLecTBUTL BbIGOP B Mo/b3y
«CUNbHOM» 3aWnThl TO s NepBUYHON W nepepaboTaHHOW CeNbCKOXO3ANCTBEHHO
NPOAYKLMW, yUUTbIBASA Pa3inuHble ypoBHU O, 1 «cnabyio» 3alnTy Ans ApYrx obLmx
CeNbCKOXO3SMCTBEHHbIX NPOAYKTOB.

KnloueBble cnoBa: reorpaduyeckie 0603HaveHns, NpaBoBO CTaTyC, CENbCKOXO3ANCTBEHHAS NPOAYK-
uma, Kutan

Ana uutupoBanusa: QPenr YoHr (2023). MccnepoBaHve nNpaBoBoro cratyca M moaenu Bbibopa reo-
rpaduuecknx 0603HaueHNn A5 CENbCKOXO3SMCTBEHHOM NpoayKuun B Kutae. Lex Genetica, 2(2), 24-33.
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Introduction

China has traditionally been a large-scale  ever, due to the wars and turmoil in modern
agricultural country with a wide range of dis-  times, much agricultural produce has been
tinctive types of agricultural products. How- moved to other countries for re-cultivation.
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These superior recultivated products re-en-
tered Chinawith advantages such as costand
output, further affecting China’s traditional
agricultural products market.

Inthe late1970s, China beganto reformand
open up. China has so far enacted a number
of national protection laws in the field of geo-
graphical indications (Gl) of agricultural prod-
ucts. The aim is to encourage the revival and
development of Chinese agricultural prod-
ucts through the protection of geographical
indications of agricultural products (Xiaob-
ing & Kireeva, 2007). However, China has not
chosen a legislative model at the theoretical
level while implementing the legislation.
This has led to confusion and overlapping
at the current level of legislation on geo-
graphical indications of agricultural produce
in China.

With the signing of bilateral trade agree-
ments or geographical indication agree-
ments between China and the United States
and the European Union, the legislation
on geographical indications of agricultural
products in China's domestic laws requires
convergence with international treaties (Qian
& Dong, 2023). This article provides support
for the choice of future legislative models
and legislative integration by examining
the current situation of China's legislation
on geographical indications of agricultural
products, as well as the problems it faces.

Current status of legislation on
geographical indications for agricultural
produce in China

At present, China's legislation on geo-
graphicalindications of agricultural products
consists of a three-tier system. The Trade-
mark Law, the Provisions on the Protection
of Products with Geographical Indication
and the Measures for the Administration

Lex Genetica. 2023. Volume 2, No. 2. 24-33
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‘geographical

of Geographical Indications of Agricultural
Products each regulate the protection of geo-
graphical indications of agricultural produce
(Zhu, 2018). However, these three laws
belong to different legal departments.
The ‘Trademark Law’ belongs to the tradi-
tional intellectual property legislation, which
classifies ‘geographical indications’ as a type
of ‘trademark’. The ‘Provisions on the Pro-
tection of Geographical Indication Products’
specifically regulates each category of ‘geo-
graphical indication products” and does not
clearly distinguish between different types
of geographical indications. The ‘Administra-
tive Measures for Geographical Indications
of Agricultural Products’ focuses on the man-
agement of geographical indications of ag-
ricultural products (Zhang, Hu, & Li, 2016).
By definition, ‘geographical indication’
in the Trademark Law requires the goods
to be related to one of the natural or human
factors of the region. On the other hand,
indications of agricultural
products’ in the ‘Administrative Measures
for Geographical Indications of Agricultural
Products’ is limited to primary agricultur-
al products, excluding industrial products,
handicrafts and other categories. In addition,
the three systems have different standards
for Gl identification and registration approv-
al procedures (Huang, 2003).

China’s ‘Civil Code’ also regulates the con-
tent of ‘geographical indications’. It treats Gls
as an independent subject matter distinct
from trademark intellectual property rights,
indicating the possibility of separate legisla-
tion for Gls in the future. In 2020, the State
Intellectual Property Office of China issued
the ‘Regulations on the Protection of Geo-
graphical Indications (Draft for Comment)’,
an important sign of independent legislation
on geographical indications in the future
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(Muehlfeld, & Wang, 2022). The draft act
regulates the use of geographical indica-
tion product names and special geograph-
ical indication signs. It also clearly sets out
the procedures for the application, examina-
tion, identification, revocation and amend-
ment of geographical indications. However,
as of August 2023, there has been no new
progress in the independent legislation
of geographical indications in China. The cur-
rent laws regulating geographical indications
of agricultural products are still set out
in three legal documents.

Legislative issues relating
to geographical indications of agricultural
products in China

When compared with independent legisla-
tion on geographical indications, the choice
of a legislative model is a key issue in the pro-
tection of geographical indications of agricul-
tural products in China. At the present time,
the legislative model of geographical indica-
tions in China is faced mainly with the issue
of choosing between ‘strong protection” and
‘weak protection’, as well as the relationship
between international treaties and domestic
legislation (Wang, 2018).

On the one hand, as a traditionally large
agricultural country, China has relatively
broad range of agricultural products. As one
of the largest countries in the world, the dif-
ferent provinces in China are distinguished
by huge geographical differences (Yu &
Wu, 2018). Northeast China lies in the cold
temperate zone and is thus similar to the Far
East of Russia or Ukraine. North China lies
in the temperate zone and has four distinct
seasons, which is unique in the world. North-
west China lies in the temperate zone and
is distinguished by its low rainfall and cold
winters, similar to Central Asia. South China

for Agricultural Products in China: a Study

and Southeast Asia have similar but milder
climates. In addition, the climate in China's
Tibetan region is even more unique.

The agricultural products of different re-
gions with huge climatic differences also vary
greatly. This forms the unique varieties of agri-
cultural products in each province and county
in China, thus shaping the cuisines and eating
habits with huge differences in taste. Against
this geographical background, and combined
with the wanton plundering and destruction
of agricultural products in modern China,
in the 1980s Chinese lawmakers proposed

‘strong protection’ for the registration require-

ments of geographical indications. The aim
was to protect the origin of many distinc
tive agricultural products from across China
(Wang & Guo, 2020). This ‘strong protection’
model is seen as an imitation of the EU's Gl le-
gal mechanism.

However, as trade relations between Chi-
na and the United States are growing clos-
er, lawmakers are beginning to realize that

‘strongly protected” geographical indications

are not conducive to increasing production,
in the aims of achieving large-scale promo-
tion of high-quality agricultural products.
At the same time, in the early 20th century
as an emerging superpower, most of the ag-
ricultural products of the United States come
from Europe. Itis thus expedient to promote
agricultural products by making full use
of the advantages in intensification, mech-
anization, large-scale planting and rearing
of agricultural products. Therefore, China's
original ‘Trademark Law’ considers ‘geo-
graphical indications’ as a kind of trademark.
The other two aforementioned legal docu-
ments were formulated, in order to ensure
the protection of geographical indications,
especially in relation to agricultural products
with geographical indications.
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It was mentioned above that China in-
tends to formulate independent legislation
on geographical indications. The inference
is that China will adopt ‘strong protection’
legislation which may seem correct but is
flawed. Firstly, the potential aim of the draft
law is to replace the ‘Regulations on the Pro-
tection of Geographical Indication Products’,
mainly in that which concerns management
units and identification procedures. Second-
ly, the draft further clarifies and tightens
the conditions for the identification of Cls,
which will reduce the number of potential Gls
in China at present. Finally, the draft does not
specify how to deal with any overlap and con-
flict with the Trademark Law and the Mea-
sures for the Administration of Geographical
Indications of Agricultural Products.

On the other hand, China's Cl legislation
also needs to be coordinated with inter-
national treaties. China and the European
Union have signed the ‘EU-China Landmark
Geographical Indications Agreement’, the ‘Si-
no-US Phase One Economic and Trade Agree-
ment’ and the ‘Regional Comprehensive
Economic Partnership Agreement, among
others (Hu, 2018; Volpin, 2021). Among these
numerous free trade agreements, only some
provide for specific geographical indications
or mention the content of the protection
of geographical indications. If the ‘EU-China
Landmark Geographical Indications Agree-
ment’ is taken as an example, then accord-
ing to the principle of reciprocity, China
and the counterparty countries will select
the same number of geographical indications
with their own characteristics and propose
a list for protection. This raises some ques-
tions. Firstly, since different countries have
different protection models for ‘geographi-
cal indications’, is there potential for conflict
in the content of geographical indication
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protection included in agreements signed
between China and different countries? Sec-
ondly, if the same geographical indication
has different protection standards in differ-
ent countries, is there potential for the prod-
ucts when exported from one country to an-
other to become contraband due to violation
of the geographical indication protection
agreement? Thirdly, if the second question is
answered in the affirmative, will trade agree-
ments other than Gl protection be affected,
thereby affecting volumes of trade?

Requirements for the protection
of geographical indications of agricultural
products in China

Inthe case of triple protection and indepen-
dent legislation on geographical indications
in the future, the protection of geographical
indications for agricultural products in China
still faces many problems.

China currently lacks a clear strategy for
the protection of geographical indications
of agricultural products. Due to various
reasons, China's geographical indications
of agricultural products have for a long time
been unprotected, while China's agricul-
ture has been stuck in a state of ensuring
production. After the reform process and
opening up, the Chinese government has
gradually attached importance to the role
of geographical indications, encouraging all
parts of the country to apply for geograph-
ical indications. However, when compared
with European Gls, most of China's agricul-
tural Gls are either not well known, or pro-
duce unstable or extremely low yields. This
has led to the abuse of Cls in China, and
under the current regulatory model, has not
achieved the purpose of encouraging Chi-
na's rural revitalisation. At present, China
lacks a high-level concept for the protection
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of geographical indications of agricultural
products (Chen & Ma, 2022).

In order to highlight their own local char-
acteristics, various provinces, counties and
cities in China are promoting a large num-
ber of Gl applications for agricultural prod-
ucts, but they are actually not very popular.
There is also a lack of management bodies,
breeding or planting standards, and unified
supervision on the part of local industry as-
sociations. This has led to the registration
of a large number of Gls in China, despite
the small number of domestically famous
products. In the international market, these
products are not well known when compared
to traditional geographical indications of ag-
ricultural products in Europe. This situation is
neitherin line with the Chinese government's
initial assumptions about the protection
mechanism for Gl products, nor with the pur-
pose of the Cl system.

Therearealsoproblemswith China'scurrent
legislation and administration of geograph-
ical indications of agricultural products. As
stated above, the current legislation regard-
ing geographical indications of agricultural
products in Chinais divided into several legal
documents. From the legislative point of view,
geographical indications belong to the field
of intellectual property rights. In actual fact,
the authority in charge of geographical in-
dications of agricultural products in China
is not the Intellectual Property Office, but
the Ministry of Agriculture and Rural Affairs.
The Ministry of Agriculture and Rural Affairs
and the provincial and municipal agricultural
and rural bureaus are responsible for the ap-
plication and identification of geographical
indications of agricultural products. Howev-
er, when the Trademark Law came into force,
in ortder to regulate the geographical indi-
cations of agricultural products, the State In-

for Agricultural Products in China: a Study

tellectual Property Office and the provincial
and municipal intellectual property offices
also became competent authorities for geo-
graphical indications of agricultural prod-
ucts. Judging from current practice, some Gl
applicants recognize Gls at both the IP Office
and the Ministry of Agriculture and Rural Af-
fairs, in order to obtain a higher level of pro-
tection for Cls. This not only fails to achieve
a higher level of protection for geographical
indications, but also creates redundancy
in law enforcement. Since the different ad-
ministrative units, the Intellectual Property
Office and the Department of Agriculture
and Rural Affairs do not share information
and data in a synchronized manner, this can
result in a large number of repeated applica-
tions for geographical indications. In fact, Gls
of agricultural products in China are current-
ly limited to the growth of quantity, but lack
comprehensive and efficient management.
Thirdly, the current legislation on geo-
graphical indications for agricultural prod-
ucts is in fact far from adequate. Geograph-
ical indications of agricultural products have
extremely strong regional characteristics.
The laws at the central level need to provide
uniform regulation of the application and
identification standards and procedures
for geographical indications of agricultur-
al products. Moreover, specific protection
measures and supervision mechanisms
need to be regulated by provincial and mu-
nicipal laws. At the present time, in addition
to the legislation at the central level, the leg-
islation on geographical indications of ag-
ricultural products at the local level mainly
consists of local regulations at the provincial
level. Some stipulate the relevant content
of geographical indications according
to the higher-level laws. In addition, many
policy documents also mentioned support
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for Gl applications. However, these laws and
policy documents rarely mention the sup-
port and supervision of the development
of geographical indications for agricultural
products. This has increased the number
of Cls in China, but very few of them can be
qualified as high quality Cls. Taking China's
current geographical indications of agricul-
tural products as an example, some provinc
es are blindly increasing production, in order
to promote the influence of their own geo-
graphical indications. This results in a decline
in the quality of agricultural products, af-
fecting the financial budget of the regional
agricultural and rural bureau. Nevertheless,
the output of this kind of agricultural prod-
ucts is very small or has no relevant charac
teristics. On the other hand, the European
Union's strategy for the protection of geo-
graphical indications for agricultural prod-
ucts combines the application, promotion,
protection and development of geographical
indications through legislation at EU, nation-
al and provincial levels, in order to ensure
the long-term stability of production and
quality of geographical indications of agri-
cultural products and product popularity.
This results in a steady increase in farmers'
incomes in the region. At the same time, EU
Gls have been successfully protected by an
increasing number of countries through
the signing of international treaties.

Choosing a legislative model
for geographical indications
foragricultural products in China

Based on the above analysis, China’s first
challenge is the choice of protection mode
for geographical indications of agricul-
tural products. Faced with the choice be-
tween the ‘strong protection” of the EU and
the ‘weak protection’ of the United States,
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based on the different levels of geographical
indications of agricultural products, China
needs to choose ‘strong protection’ for pri-
mary agricultural products and processed
agricultural products with key characteris-
tics, while ‘weak protection’ for other general
agricultural products.

On the one hand, geographical indications
ofagricultural products based on China's unique
germplasm resources need to be protected
in order to prevent their loss. At the same time,
processed agricultural products have higher
added value and can be described as sup-
porting the industries of certain counties and
cities in China. They also need to be ‘strongly
protected’, in order to prevent them from be-
ing gradually replaced.

From the perspective of China's long-term
agricultural development, although germ-
plasm resources do not mean high yield and
high output value, they represent local char-
acteristics and are representative and sym-
bolicoflocal culturalvalues. Atthe sametime,
these resources have the potential of being
transformed into high-quality goods and en-
couraging biodiversity. Certain geographical
indications of primary agricultural products
in China are based on germplasm resourc
es. After long-term development, they still
have a certain market share in the region,
or represent local natural and cultural char-
acteristics. However, these geographical in-
dications of agricultural products are often
concentrated in small areas. They are unable
to be developed into large-scale production,
and at any time can be completely replaced
by superior agricultural products. Moreover,
they are ata high risk of extinction. Therefore,
a ‘strong protection” model is required for
their protection. Certain processed agricul-
tural products with Chinese characteristics
have already captured a large market share.
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At the beginning of their development, lo-
cal enterprises and governments took steps
to protect them through trademark registra-
tion and other methods. As a result, interests
in the development of related industries have
not benefited farmers in the region. These
processed agricultural products should be
examined on this basis, and then guided,
in order to achieve the orderly preservation
and withdrawal of trademarks. Alternatively,
this can be achieved through the operation
of the common business association, in order
to realize the collection of geographical indi-
cation interests as a whole.

One such example is China's Moutai li-
quor, which originated in the town of Moutai
in Kweichow. Through the development
of the wine industry through registered
trademarks and other methods, the Kwe-
ichow Moutai has formed a mature industrial
structure and become a local pillar industry.
The wine industry in Maotai Town is current-
ly led by the Kweichow Moutai, but many
sorghum farmers have complained that
the price of wine has been rising year by year,
while the purchase price of sorghum has not
increased. The Moutai Group has established
goodwill through trademark registration and
other means, so itis more difficult for Maotai
Town to apply forthe geographical indication
of Maotai Town Liquor under the current le-
gal system for the protection of geographical
indications of agricultural products.

On the other hand, with regard to the ma-
jority of common agricultural products, Chi-
na needs to adopt a weak protection meth-
od and promote agricultural development
through trademark registration and oth-
er means. The application and supervi-
sion of geographical indications requires
the cooperation of Chinese local govern-
ments, industry associations and enterprises,

for Agricultural Products in China: a Study

in order to establish a long-term mechanism.
At the present time, China's agricultural de-
velopment is still quite fragmented. The out-
put and quality of agricultural products with
potential for geographical indication or
trademark application can vary significantly
(Zhao, Luo, Deng, & Yan, 2008). Trademark
application has formed a relatively mature
management system. As the subject of trade-
mark applications, enterprises are able with
the support of the government to obtain
better economic value than when applying
for geographical indications in the whole re-
gion through the development of upstream
and downstream industries, as in the case
of small-scale agricultural products.

In addition, in terms of legislation,
the Chinese government needs to integrate
the functions of the Ministry of Agriculture
and Rural Affairs, the Intellectual Property
Office and other departments, and to enact
general legislation on the supervision and
evaluation of geographical indications of ag-
ricultural products. At the same time, from
a strategic point of view, China needs to de-
fine the quantity and distribution of primary
agricultural products and processed agri-
cultural products throughout the country
through official censuses, in order to set out
the foundation for the subsequent develop-
ment of geographical indications of agricul-
tural products.

Conclusion

China's current legislation on geograph-
ical indications for agricultural products is
fragmented into three legal documents with
different levels of legal documents in local
provinces, and includes many policy guid-
ance documents. China's Ministry of Agricul-
ture and Rural Affairs is directly responsible
for the management of geographical indica-
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tions of agricultural products, while the State
Intellectual Property Office is also involved
in the management of geographical indi-
cations from the perspective of intellectual
property rights, especially trademark man-
agement. Based on the protection of Chi-
na's high-quality germplasm resources and
cultural heritage and the promotion of rural
revitalization, the number of geographical
indications of agricultural products in Chi-
na is increasing day by day. However, there
are not many well-known and high-quali-
ty geographical indications of agricultural
products. China's current protection mech-
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AHHoOTauums

B cTaTbe aHaM3MpyeTCs COBpEMEHHOE COCTOSHME MeXYHapPOAHO-NPaBOBOIO pery-
NIMPOBAHMS reHeTNYECKMX NCCAe0BaHNI BO B3aMMOCBS3M C pa3BUTHEM POCCUIACKO-
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32KOHOAATeNbCTBA, PETYANPYIOLLME TEHOMHbIE NCCAE0BAHMS, HE BBIXOASAT 33 pamMku
napaanrmbl, 3aaHHOM MEXAYHaPOAHbIMM aKTaMM, XOTsl U UMEIOT CBOW OCOBEHHOCTH.
B cTaTbe oTMeYaeTcs, UTo 0COBEHHOCTLIO POCCUIACKOTO 3aKOHOAATEIbHOMO annapara
ABNSETCS AeTaNbHOE peryanpoBaHue NpoLeLypHbIX BONPOCOB 1 MOAHOMOUYNIA FOCy-
[apCTBEHHbIX OpraHoB. [1pun 3ToM Lenble chepbl, HaNnpUMep BOMpPOChl 6UOBAHKMHTA,
BOOOLLE He perynmpytotca. o MHEHMIO aBTOpa, AaibHelllee pasBUTE HayKn Tpe-
GyeT 6onee AeTanbHOMO PeryanpoBaHmnsg paccmaTpyBaembix B CTaTbe BONPOCOB, ne-
pexopa k bonee rmbkum meTogam.
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Abstract

The article analyzes the current state of international legal regulation of genetic re-
search in connection with the development of Russian legislation. The author con-
cludes that all international legal regulation of genetic research is reduced today

either to the establishment of basic principles or to prohibitions. The provisions of cur-
rent Russian legislation governing genomic research do not go beyond the paradigm

setout in international acts, although they have their own characteristics. The article

notes that a distinctive feature of Russian legislative machinery is the detailed regula-
tion of procedural issues and the powers of state bodies. At the same time, several is-
sues including biobanking are notregulated atall. According to the author, the further
development of science may require a more detailed regulation and a shift towards

more flexible methods of regulation.
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BBegeHue

Bonpockl npaBoBoro peryanMpoBaHus re-
HETUYECKMUX MCCAefoBaHN U BUoBaHKMHIa
B Poccumn B nocnefHne HECKONbKO NeT cTanu
0COBEHHO aKTyaNbHbIMK 1 [laXe 3aTPOHY/IN
nonynsaprble CMI, Koraa nocine He ouyeHb
YCMELWHbIX U He COBCEM 3TUYHbIX KCMepu-
MEHTOB KWUTaMCKOro YY€Horo X3 Li3gHxy

“'Email: kosilkins@mail.ru

0 CBOEW rOTOBHOCTM NMPOBECTU 3KCNEPUMEHTHI
no pefakTVPOBAHWMIO HACNEACTBEHHOTO re-
HOMa YesioBeKa 3aaBu1 POCCUINCKMIA TEHETHK
1 MonekynspHbii 6uonor [eHuc Pebpukos,
3aBefylolyii nabopatopueit reHOMHOro pe-
NaKTVpoBaHMs  HauWoHanbHOro  MeanUMH-
CKOTO MCCNeL0BATENbCKOrO LieHTpa'.

"TACC. (2019, ntonb 5). «Y MeHa ecmb Xopouiue KaHOUdamsl Ha pedakmuposarue». buonoz [eruc Pebpukos 3ageun o zomos-
HOCKIU 3AHAMBCS <NOYUHKOU» HACAEOCBEHHOIT 2AYXOMbI NPU NOMOUAU 2eHHOU MOJUDUKALUU IMBPUOHOB YeAogeKd. Pexnm

poctyna: https://nauka.tass.ru/tech/6815516
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anIHLLVIan MeXAYHapOoAHO-NMPaBOBOIro perylnpoBaHuUsa reHeTu4eckKux nccneA0BaHUI U 3aKOHOAATENIbCTBO

Poccuiickoii @eaepaumm

Ewe B okT6pe 2018 roaa B xypHane «BecT-
HUK POCCUICKOrO rocyaapCTBEHHOMO Mean-
LMHCKOTO YHMBEpCUTETa» 6bina  ony6anKo-
BaHa CTaTbs rpynmbl aBTOPOB, B TOM 4YuC/e
PebpukoBa, «3bGEKTUBHOCTL — CO3AaHUS
neneunn CCRSDdelta32 metomom CRISPR-
Cas9 B smbpuoHax uenoseka» (Koabinesa
n ap., 2018).

CraTbs HamMcaHa Ha OCHOBE IKCMEPUMEHTA,
A9 KOTOPOro 6blAK OTOBpaHbl 3Ur0Thl C aHO-
MaslbHbIM KOMYECTBOM MPOHYKIE0TUA0B, MNO-
Jlyd4eHHble 0T naumneHTok, nepeHecwwmx KO
C ceHTa6ps 2017 no anpenb 2018 1. B Hayu-
HO-MUCCNEeN0BATENLCKOM  LIEHTPE MUKPOBMO-
norvn. MiccneaosaHue 0f06peHo 3TUYECKM
KomuteTom LleHTpa (npotokon Ne 2017/45).
B cTaTbe nmoayepkmBanoch, UTO Ha BCEX dTa-
nax MeToAbl MCCAefoBaHMS MNpPOBOAMANCH
B MOHOM COOTBETCTBMM C CYLLECTBYIOLLVMM
MeXAyHapOAHbIMU MPUHUMAAMK W MpaBUAa-
MW paboThl C IMOPUOHAMM.

Mocne Toro kak PebpuKkoB Aan UHTEPBbIO
XypHany Nature K poOCCUMIACKOMY UHTep-
HeT-u3naHuo «Pecny6avka», pasBepHynach
ocTpas AMCKYCCUs, 1 rpynna y4éHblx, npoTe-
CTYIOLLMX MPOTUB IKCMEPUMEHTOB C TEHOMOM
uenoBeka, Hanpaswna obpauieHne B MuH-
3apaB PO ¢ npocbboit 06bIBUTL MOpaTOpPUi
Ha KNMHWYECKOe 1CMOb30BaHMe TEXHONOTWIA,
CBSI3aHHbIX C peaakTMpoBaHMeM reHoma yeno-
Beka. CuTyaums Takxke obcyxaanacs B xome
Kpyrnoro crona B IHCTUTyTe dunocodpumm PAH
B OKT6pe 2019 r.2 CnefyeT OTMETUTD, UTO BCE
CTOPOHbI CMopa MNoAYepKMBanu OTCYyTCTBUE
HOPMaTMBHOIO perynmpoBaHmsg Takux mccne-
[IOBaHW B 3akoHopaTenbcTee Poccuickomn
depepaunm.

B MuHuctepctBe 34paBooxpaHeHuns Poc
cuitckoin  Depepaumnn  pewnan  npobaemy
cnenyLMmM Cnocobom — pacnpocTpaHeHem
npecc-pennsa yepes TACC 6e3 BHeceHMs Ka-
KUX-NBO N3MEHEHWI B HOPMATUBHbIE aKTbl’,

Takum o6pasom, 6bina NprMeHeHa crel-
nouyeckas msarkas dopma peryanpoBaHms,
B OMNpefeNeHHoN CTeneHn HanomuHatoLlas
COBETCKYI0 MPaKTUKY, KOrAa HEKOTOPble NMO3K-
UMM COBETCKOro NpaBuTenbCcTBa GopmMynnpo-
Ba/NCb HE B 0DULIMANBbHBIX akTax, a B cooblie-
Husgx TACC.

Y10 KacaeTcs MexayHapoaHbIX CTaHAapTOB,
B npecc-penvse MoCTyIMPOBAHO HECKONbKO
npumeyaTebHbIX MONOXKEHWIA.

1. CeroaHs pa3BuTMe TEXHONOMMIA pefakTu-
pOBaHWs reHoMa TakoBO, UTO FOBOPUTL 06 UX
KJINHWYECKOM MPUYMEHEHMIN MOKa paHo: BO3-
MOXHbIE OCNIOXKHEHWS HE 13YUeHbl, KOHEUHbII
3ddexT He BCeraa MOXHO Npeacka3atb U T.4.

2. CyulecTBytollee NpaBoBOe perympoBa-
HVe B chepe 34paBoOOXpaHeHs He No3BosseT
CNONb30BATh Takue TEXHONOMMM Npu oKasa-
HUM MeAMLIMHCKOR MoMoLLM, obecneynsas
6e30MacHOCTb METO/0B.

3. MuH3apaBom BeaeTcsa paboTa «Mo Kom-
NNEeKCHOMY peLleHMto BOMPOCOB  pefakTu-
pOBaHWs reHoma uenoBeka, B TOM uucne
B pamkax GOpMuUpOBaHWa 106aAbHOR KOH-
CEeHCYCHOW NO3ULLMM NO 3TOMY BOMPOCY».

4. BcemupHas opraHuMzaums  3/paBoOx-
paHeHns (BO3) pekomeHayeT perynstopam
N KOMUTETAM MO 3TUKE BO3/AEPXKaTbCs OT Bbi-
[auy paspelieHnin Ha nposefeHue noao6-
HbIX KAWHWYECKMX uccnepoBaHnii. CTpaHbl
He N0/KHbl paspellaTb peiakTpoBaHue re-
HOMa MOJOBbIX KAETOK YesoBeKka B KAnHWue-

2 Kpyaablii cmon «KoHcmpyuposaHue ueAogeka: 6UOMexXHOAO2UY U Imuka» om 24 dekabps 2019 2. Pexxum gocTyna: https://
iphras.ru/uplfile/root/news/Homo_biotechnologicus_24 12_19.pdf

> TACC. (2019, okTa6pb 6). MuH30pas 3aqeuA, Unio eplddeamp paspeudeHue Ha U3MeHeHUe 2eHOMA YeA08eKd NoKa
npexdespemerHo. Pexxum foctyna: https:/tass ru/obschestvo/6968512
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CKMX MPOTOKOMAX 0 Tex Mop, noka He GyayT
peLeHbl 3TUYeckie BOMPOCh! B 3TON obaacTu.
Takas nosmumg BO3, nopnepxaHHas Takxe
Poccuitickoin  Pepepaumert, [AoMKHaA CTaTb
pellatollein npn GoOpMMpPOBaAHUM MOAUTUKM
CTpaHbl B 37O 06AacTH?.

MexxayHapoaHble CTaHAAPTbI
NpaBOBOro perympoBaHUs reHeTUYEeCKUX
uccnesoBaHui

Kak CTOpPOHHMKW, Tak M MPOTUBHUKMK 3IKC-
nepvMeHTOB C reHOMOM YenoBeka B Poccum
CerofiHa CCbINAlOTCAd  Ha  Mex/AyHapoiHble
CTaHAapThl. Mexay Tem cuTyauus € 3TUMK
CTaHAapTamm BbIMAANT BECbMA HEOAHO3HAY-
Hol. Ha yHwBepcanbHOM ypOBHE OTCYTCTBY-
10T lopuanYeckn 06g3aTeNnbHble JOKYMEHTbI,
MOCBAUWEHHbIE MPaBOBOMY pEryIMPOBaHMIO
reHeTUUeCknX TEXHONOMMIA W TeHOMHbIX WC
CnefoBaHWn yenoBeka, yYTo npueeno K ¢op-
MUPOBAHMIO  MeXAyHapOAHbIX CTaHAapTOB
B yKa3aHHOW cdhepe Anbo nyTem NpUMEHEHNS
1 CBOETO pofa afanTauum 06LWwmMx NpUHLMNOB
3aliMTbl MpaB yenoBeka, AMbo Yepes HOpPMb,
cojepallmecs B akTax «markoro npasa» (He-
KoTeHeBa & ManbirnHa, 2020). BmecTe ¢ Tem
OTCyTCTBME Mep Mo obecreuveHnto 6esonac
HOCTW reHeTUYEeCKUX TEXHONOMMIA U nccneno-
BaHWA Ha rnobanbHOM MeXAyHapoaHo-npa-
BOBOM YpOBHE B [AaHHOW cdepe sBASETCA
CYLECTBEHHbIM NMPOBENOM B WX peryanposa-
Hum (KannHnueHko, 2020a).

Ha pernoHanbHom ypoBHe B pamkax Co-
BeTa EBpoOMbl MPUHAT €AMHCTBEHHbIA Mex-
[lyHapOAHbIV AOrOBOpP, MOAOXEHWS KOTOPOro
HemnocpeACTBEHHO MOCBAWEHbI TEHOMHbIM UC

of the Russian Federation

cnefoBaHnam, — KoHeBeHUMS O 3aumTe npas
yenoBeka W YenoBeyeckoro AOCTOMHCTBA
B CBA3M C MPUMEHEHMEM AOCTUXEHWA B1ONOo-
TN U MeANUMHBI: KOHBEHLLMS O NpaBax yeso-
Beka 1 bruomeanumre (ETS No 164), npuHaTas
CoseTom EBponbl B anpene 1997 1. 8 OBbeao’.

Poccuitickas Penepaums, Kak U Lenblin psaa
LpYTUX rocyaapcTts, Hanpumep benbrug, Be-
AMKoBpUTaHua, fepmaHng, Vipnavans, B KOH-
BeHUMW He yyacTsyeT. MTanua, /liokcembypr,
Hwuaepnanabl, Monbwa, LBeuns KOHBEHLMIO
[10 CMX NOp He paTudULMpPOBaIN.

CneayeT OTMETUTb, YTO TaKoe MONOXeHue
[leNaeT BeCbMa CKPOMHbIM 3HaYeHue aHHOro
[IOroBOpa, YTO, BEPOSTHO, CBA3aHO C HEKOTO-
PO NPOTVBOPEUMBOCTbIO N OrPAHNUEHHOCTbIO
coaepxalimxcs B Hem Hopm (KanuvHuyeHko,
2020b; Kannnuyerko & Kocunkuu, 2019).

HopmatnsHoe coaepxaHue KoHBeHUMK
no CyWecCTBy OrpaHu4MBaeTcs 3akpense-
HMEeM HEKOTOpbIX, AENCTBUTENbHO BaXKHbIX,
HO He BCeraa OAHO3HAYHbIX MNPUHLMMNOB
N YCTAHOB/JEHMEM 3aMpeToB. Tak, COrnacHo
CT. 2 KOHBEHLIMM MHTEPECHI 1 BAAr0 OTAENbHO-
ro yenoBeka NpeBavpyroT Hal MHTepecamm
06lecTBa WA Hayku — MpaBaa, He COBCEM
MOHATHO, Ha KakMx Becax MoryT 6biTb B3BeLLe-
Hbl 3TV LEHHOCTML.

[TpoTnBONOCTABNEHME XU3HW W 3[40POBbS
yenoBeka C OJHON CTOPOHbI M MHTEPECOB Ha-
VKU v 06LLECTBA C APYTOit CTOPOHbI MPUBOANT
K HeraTueHoMmy addekTy B M0H6OM Cyvae, Ka-
KO/ Obl U3 WHTEPECOB HU CTaBM/CA BO MMaBy
yrna. MpeactasngeTtca, uto Aulib obecneve-
Hue 6anaHca MHTepecoB, Kak MpaBoBoe, Tak
N OpraHn3auMoOHHOE, MOXET pacCMaTpuBaTh-

+TACC. (2019, oKTa6pb 6). MuH3dpae 3ag8u, 4mo ebidasams paspeuteHue Ha UsMeHeHUe 2eHOMA UeA08eKa NoKa
npexdespemerHo. Pexxinm goctyna: https://tass.ru/obschestvo/6968512

> Convention for the Protection of Human Rights and Dignity of the Human Being with regard to the Application
of Biology and Medicine: Convention on Human Rights and Biomedicine. Oviedo, 4.1V1997. Available at: https://

rm.coe.int/168007cf98
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€4 Kak OCHOBa MpPaBOBOro peryimpoBaHus
B AaHHON chepe.

Kpome TOro, cornacHo ct. 21 KoHBeHuum
OBbesio, TeNO YenoBeka 1 ero YacTu He A0/K-
Hbl KaK TaKOoBble SBASTbCS UCTOUYHMUKOM MONY-
UeHNS GUHAHCOBOW BbIrOAbl. Takum 06pa3om,
npsSmMo 3anpelleHa TOprosas [LOHOPCKUMMU
opraHamm u TKaHIMW, HO, Kak MnpeacTass-
eTCsl, He KOMMepYeckoe WCMNOoNb30BaHNE pe-
3y/IbTATOB TEHOMHbIX MCCNefoBaHM. BmecTe
C TemM npveeaeHHas GopMyInpoBKa TeOpeTH-
Yeckn MOXET MCMOAb30BATHCS CNEKYNSTUBHO
LS 3anpeTa KOMMEpPYECKOro MCnob30BaHUS
pe3yNbTaToB FEHOMHbIX WCCAeA0BAHUN, Tak
KakK reHbl Mpu MakcvManbHO paclinMpuTeNb-
HOM TONKOBAHMW MOTYT ObiTb BOCMPUHATSI
Kak 4actu uenosedveckoro Tena. Cnefosa-
TeNbHO, OT Hac TpebyeTcs onpeaennTbes, rie
NpOXOAAT TPaHMLLbl 3TOro Tena W rpaHuLLbl
uenoBeka Kak obbekTa nccnenosaHns. Cama
KoHBeHUMS He faeT 0TBeTa, XOTS NOCTaHOBKA
[IAaHHOTO BOMPOCa OY€eHb BaXkKHa.

[Nonaraem, Uto B HACTOSLLEE BPEMS B Mpak-
TUKE Ha MaKpOYypOBHE KOMMEpYeckoe WC
NOMb30BaAHME PE3Y/LTATOB MEHOMHbIX MCCe-
[IOBaHWNA He AonycKaeTcs (3a UCKIoUYEeHUeM
HeKOTOPbIX BHEWHMX TKaHe, KoTopble MoryT
6bITb yaaneHbl 6e3 Bpefa 419 YenoBEYeCcKoro
3[0pOBbS, MHauye MpULLNOCH Bbl 3anpeLiaTsb
NpoAaxy BOMOC Ha MapukK, a Takxe LOHOp-
CTBO KPOBM, KOTOPOE Takxe npeanonaraer
Mepbl COLMaNbHOM 3auWmnTbl AOHOpA B Buae
BO3HarpaxaeHus). Bmecte ¢ Tem Ha mMoneky-
NAPHOM ypoBHe —ypoBHe AHK peyb yxxe naet
HE 0 «4acTax Tenay.

BTopon Kputepui, KOTOpbI yCMaTpuBaeT-
€S B CT. 21, 3aK/II04AETCS B TOM, YTO TENI0 Yeso-
BEKa W ero Yactu He LOKHbI CNY>XUTb UCTOY-
HUKOM MONyYeHns GUHAHCOBOW BbITOAbl «Kak
TakoBble» (B aHMMIACKOM TeKkcTe «as suchy,
BO dpaHLy3ckom «en tant que tels»). Takum
06pa3om, He TeNo, HO MaHUMYASLMN C TENOM,
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opraHamu ¥ TKaHAMW YXEe MOryT CAy>XWTb
MCTOYHMKOM MPaBOMEPHOIO LOXO/A.

34echk cneayet OTMETUTb, YUTO FreHeTUYecKas
Tepanus, He CBSA3aHHas C U3MEeHEeHWEM reHo-
Ma HacnefHWKOB, Tak Ha3blBAeMas «CoMaTu-
ueckas reHHas Tepanus», yxe gBAseTcs pe-
aNIbHOCTbIO, XOTS ¥ B OFPaHUYEHHOM CNeKkTpe
cnydyaeB. be3onacHoCTb e MeToAoB peaakTy-
POBaHWS 32pO/bILIEBOW TMHMM NOKA He A0Ka-
3aHa, XOTS COOTBETCTBYMOWME NCCAELOBAHMS
NPOBOAMINCH U MPOBOASATCS KaK 33 pyHexoMm,
Hanpumep B BennkobputaHun, Tak u B Poc
cvn (Fogarty et al., 2017).

Takum obpasom, CT. 13 003BONSET BMella-
TeNbCTBO B FEHOM YeNoBeKa, HamnpaBieHHoe
Ha ero MoandUKaLmMio, HO NPSMO 3anpeLLaeT
BMeLaTeNbCTBO, HaMpaBleHHOE Ha W3MeHe-
HVe reHoMa HacneLHUKOB AaHHOIO YenoBekKa.
Takow 3anpeT, ¢ OAHON CTOPOHbI, OrpaHnNYu-
BaeT NpoBeAeHMEe He BMOSHE KOPPEKTHbIX
C 3TWYECKON TOYKW 3PEHMS IKCMEPUMEHTOB,
NOAOOHbIX OOBABIEHHOMY KWTaCKUM 6BUo-
dunsnKom X3 LI3gHbKyEM, HO C APYroin —MoxeT
CTaTb TOPMO30M Ha MyTU Hay4HOro nporpecca.

[puBeaeHHas Hopma CT. 13 yxXe KpUTUKY-
eTcs nccnepoBatensmMn. Tak, BbiCKa3blBatOTCS
OMaCeHNs, UTo YCTAHOBAEHHbIA aBCOMOTHbIR
3anpeT MOXEeT MOTEHUMANbHO ANLWUTL NaLm-
€HTa, CTpajaloLlero Hac1eCTBEHHbIMY, FreHe-
Thueckn 0byCNOBAEHHbIMM 3abo/eBaHUSIMM,
BO3MOXHOCTU 3KCNEPUMEHTaIbHOIO 1eYeHus,
TEM CaMbiM HapylawTcs elle 6oaee OCHO-
Bonosaratowme npaea WU NPUHLMALL, B 4acT-
HOCTW faxe MpaBo Ha Xu3Hb (Montgomery,
2018). Kpome TOro, oTMETUM, UTO elle B 2018 T.
akenepthl CoBeTa no 6uoatuke Hadpdun-
[a B BenvkobpuTaHum 3aaBuau, uTo, «xoTs
B HacTofllee Bpemsi He ciedyeT BHOCUTb
M3MeHeHne B 3aKOHOAATeNbCTBO C TEM, YTO-
Obl Nlerann3oBaTh peaakTvpoBaHue reHoma
yenoBeka A9 WCNPaBAeHWUs TreHeTnYyeckunx
OWMBOK Yy MOTOMCTBA, Heb3q UCKAYaTh
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BO3MOXHOCTb MPUHATMA B ByayLIEM 3aKOHO-
natenbcTsa, paspelatowiero ero» (Nuffield
Council in Bioethicis, 2018). lobasum, bonee
TOro — B CAyyae, ecan 6e30onacHble METOAb
peaakTVpoBaHWS 3apoAblleBON AUHWUM NO-
ABATCA, OTMEHa 3amnpeTa CTaHeT NPoCcTo Heob-
XOAUMOW.

B KoHBeHuwmm OBbeao CT. 15 npoBo3raallaeT,
UTO HayuHble NCCea0BaHNA B 061aCTW BUONO-
TN U MeANLMHBI OCYLLECTBASIOTCA CBOBOAHO
npy YyCnoBumn cobMofeHns nonoxeHnin Kow-
BEHUMM W APYrMX 3aKoHOAATeNbHbIX AOKY-
MEHTOB, rapaHTMPYIOLLMX 3Ty YenoBeka.

CornacHo cT. 16 1MccneaoBaHus Ha Ntoaax
NpPOBOAATCA TOAbKO MpW COBMOAEHUU Che-
LYHOLLMX YCNOBUA:

— He CyLlecTByeT a/iTepHaTVBHbIX METOL0B
NCCNeoBaHns, ConoCTaBMMbIX MO CBOEW 3¢-
dexkTUBHOCTY;

— PUCK, KOTOPOMY MOXET BbITb MOABEPTHYT
UCMbITYEMbI, He MpeBblliaeT NOTeHUMaabHON
BbIrOAbl OT MPOBEAEHWS AAHHOTO NCCNEA0BAHNS;

— NpoekT npeasnaraemoro WccnenoBaHus
6blN YTBEPXKAEH KOMMNETEHTHBIM OpraHoOM Mo-
cne nNpoBefeHUs He3aBMCUMOW 3KCNepTH3bl
Hay4HO 06O0CHOBAHHOCTW MPOBEAEHUS AaH-
HOro MCCNeaoBaHMs, BKOYAS BaXXHOCTb €ro
LeNn, U MHOrOCTOPOHHEro pacCMOTPEHMNS ero
NPpUEMNEMOCTY C STUUECKOW TOUKYM 3pEHNS;

— /MU0, BbICTyNatollee B KayecTBe MCMbITY-
eMOro, NPOMHMOPMMPOBAHO 06 MMEIOLLUXCA
Y Hero npasax v rapaHtusx, npeaycMoTpeH-
HbIX 3aKOHOM;

—MOYYEHO SIBHO BbIpaxXeHHOEe, KOHKPETHOe
nMCbMeHHOoe cornacue. Takoe cornacve MoxeT

of the Russian Federation

ObITb HECNpPenaTCTBEHHO 0TO3BaHO B Nt06HON
MOMEHT.

3HaueHue meXXAyHapoAHbIX
peKoMeHAaTe/IbHbIX AaKTOB

AN perynvpoBaHus cpepbl reHeTUYECKUX
Y TEHOMHbIX UCC/IeA0BaHUN

Poccns  pykoBoacTByeTcs  06Ulenpu3HaH-
HbIMV  peKOMeHAaUMaMK, coaepxKallymucs
B Takux akTax, kak Bceobuias aeknapaums
FOHECKO o reHome uenoBeka v npaBax 4eno-
Beka 1997 rf, MexayHapoaHas Aeknapauus
FOHECKO o reHeTuueckmx AaHHbIX Yyenoseka
2003 r’, Bceobuas aeknapauna FOHECKO
0 6103THKe 1 NpaBax yenoseka 2005 r.?

1o cyTW, 3TV aKThl BMECTE CO3AAlT onpe-
NeNeHHYI0 CUCTEMY MeXAyHapOAHbIX MPUH-
UMNOB AW CTAHAAPTOB, TaKMX KaK yBaXeHune
4e/0BEYECKOro AOCTOMHCTBA, MpaB YesoBe-
Ka 1 OCHOBHbIX CBODO.; MpeaBapuTebHas
oLeHKa NoTeHLMa bHOM 0NaCcHOCTU M MOAb3bI
(ct. 5 Oexnapauumn 1997 r, cT. 15 Jeknapauuu
2003 r, cT. 4 n 20 dexnapauun 2005 r), ne-
TMTUMHOCTb Lenei nccnefoBaHus (pasgensl
C, D feknapaumun 1997 r, cT. 5 Jeknapauuu
2003, cT.7,18,19 leknapauun 2005 r.), npea-
BapuTe/NbHOE, CBODOAHOE N UETKO BblpaskeH-
HOoe cornacue 3avHTEPEeCcOBAHHON CTOPOHbI
(cT. 5 Jeknapaunn1997r., cT. 8—9 [leknapaumm
2003 ., cT. 6 Jeknapaumm 2005 1), HeAUCKpU-
MuHaung (cT. 6 dexnapaunv 1997 r, cT. 7 le-
Knapauuv 2003 1, cT. 11 Jeknapaumm 2005 1),
KOHuAeHuManbHoCcTb (cT. 7 [Jeknapauuu
19971, cT. 14 eknapauunn 2003 1, cT. 9 lekna-
pauuy 2005 1), 6e30nacHoCTb, CoAencTame

¢OO0H. (1997, Hos6pb 11). Bceobuias dekAdpanus o 2eHoMe YeAogeka U npasax Yesogeka. Pexxium aoctyna: hitps://
www.un.org/ru/documents/decl_conv/declarations/human_genome.shtml

7OO0H. (2003, okT6pb 16). MexdyHapodHas dekAdpauus o 2eHemuteckux 0aHHbIX YeAoseka. Pexxnm gocTyna:
https://www.un.org/ru/documents/decl_conv/declarations/genome_dec.shtml

& OOH. (2005, okTa6pb 19). Bceobuias dekaapayus o 6UoamuKe U npasax yerogekd. Pexum aoctyna: https://
www.un.org/ru/documents/decl_conv/declarations/bioethics_and_hr.shtml
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BCeoblleMy A0CTYNY K AOCTUMXKEHUAM HayKu
N MexXAyHapoAHOMY COTpyAHMYecTBY (CT. 12
Hexnapaunn 1997 1, ct. 18, 19 [eknapaunm
2003, cT.15, 21, 24 Jexknapaunm 2005 T).

Kpome Toro, aeknapaumns 2003 I. ycTaHaB-
JIMBAET KpUTEPUW MPUEMAEMOCTM U MPUHLN-
Mbl OpraHMsauun npoueayp cbopa, o6pabot-
KW, MCMONb30BAHMS U XPAHEH WS FEHETUYECKIX
1 MPOTEOMHbIX JAHHbIX YeN0BeKa.

Kak y>xe oTmeyanoch B aMTepaType no mex-
[lyHapoJaHO-NPaBOBbIM BOMPOCaM, CeroAHs
ong chepbl MeX/AyHapoLHOro peryaMpoBa-
HWUS TEHOMHbBIX WCCNeAoBaHU XxapakTepHOo
npeobnasaHve aktoB Mmsarkoro npasa (Ky-
ObllKKH, KocnnkuH, & ActpennHa, 2019). Bbi-
CKa3blBasIOCh MHEHNe, YTO TaKoe MonoXKeHue
no3BonsgeT npotle GopMynnpoBaTh cTaHAap-
Tbl, HE OrpaHNYMBas CyBepPeHNUTET rocyaapcTB,
nx npuHumatowmx (KanmHnyeHko & lonbiwe-
Ba, 2020).

OfHako Takasg cuTyaums — He HaBceraa.
NanbHeiiliee pa3BuTine HayKkn ¢ He0bXoaAMMOo-
CTblO MOBMEYET BO3HUKHOBEHWE OTHOLWEHWI,
N9 PErynpoBaHMa KOTOPbIX MOTpebdyroTca
6onee onpezeneHHble 0bliMe Npasuaa, cre-
[0BaTe/IbHO, HacC X/AeT NpoLecc — BO3MOXHO,
He BbICTPbI — IOPUAM3ALMN U YHIBEPCAaW3a-
LnM B paccmaTpuBaemoit chepe.

OTMeTVM, UTO B peKkoMeHAaUMIX MeXay-
HapOAHbIX OpraHM3aunini pernameHTMpoBaHbl
He TONbKO MPUHUMMbLI, HO WU onpeAeneHHble
CTaHAapTbl MPOBEAEHNS HayUHbIX MCCAea0Ba-
HWUIA TeHOMa YenoBeka.

Tak, cornacHo cT. 5 MeXayHapoaHOW fe-
knapaumm HOHECKO o reHeTnyeckux paH-
Hbix yenoBeka 2003 . reHeTnyeckmne AaHHble
uesoBeKka M MPOTEOMHble AaHHble YenoBeKa
MOTyT cobrpatbca, 06pabaTbiBaThCs, UCMONb-
30BaThCs M XPaHUTLCS B LENSX: ANATHOCTUKM
M OKazaHWs MeaMKO-CaHWUTApHOW MOMOLLM,
BK/tOYAa MpoBeaeHne 0b6CaeaoBaHnin U npo-
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FHOCTMYECKOe TecTMpOBaHMe; MpoBeLeHMs
MEAMUMHCKMX U HAYUHbIX WUCCNeA0BaHUN,
CynebHOM MeAWLMHbI WU CyaonpoKn3BOACTBA
MO FPaXXAaHCKNM, YTONOBHbIM U UHBIM Ae/1am
C YYETOM MONOXKEHN CTATbMN.

BaxxHoe npasunio chopmynnpoBaHo B CT. 16
[leknapaunun, no KOTOPOW, ecnn cornacue
Ha nonyyeHue [aHHbIX CHOPMYNMPOBAHO
Kak nosHoe ¥ 6e3yc/oBHOe, A0MyCKaeTcs
BO3MOXHOCTb MCMOMb30BaAHUS MHPOpMaLMN
LNS UHBIX NPaBOMEpPHbIX Lenei. [1pn 3Tom
cornacHo ct. 17 [leknapauuv B cayyae, Koraa
[laHHbIe NMEIOT BaXKHOE 3HaYeHune ANg uenew
HayKM, OHWM MOTYT MCMNO/Mb30BATbCS HE3aBUCH-
MO OT MONYYEHHOro COMacus, HO Ha OCHOBE
3aK/IIOYEHMS KOMUTETA MO ITUKE.

CronT ynomsHyTb, 4To [exknapaumns BBOAUT
KpUTEpUN 06€3/IMYEHHON 1 NEePCOHaNN3NPO-
BaHHOM MHGOpMaLMK, NPU 3TOM OTMEYaeTCs,
uTO MpeAnoUTUTENbHEN ONepupoBaTh C 06e3-
JIMYEHHBIMU AAHHbIMK, BMECTE C TEM B Meau-
LUMHCKMX M HAyYHbIX Lensx, Korga 3To onpas-
[AHO MOTPEBHOCTAMM TakUX MCCAefoBaHWi,
[laHHbIe MOTYT OCTaBaTbCH HEOTAENEHHbIMY
OT MUA, KOTOPOE MOXET BbiTb MAEHTUDULM-
POBaHO B KayecCTBe WX WMCTOYHMKA, TONbKO
eC/n 3T0 HeobXoAMMO AN MPOBEAEHN WUC
CNefOoBaHUN.

MexxayHapoaHO-npaBoBoe
perynMpoBaHue NpUHLMMNOB 3TUYECKOW
3KCnepTusbl B 061aCT MeANLUHCKOM
reHeTUKMU

OCHOBHble 3TW4Yeckne M MNpaBoBble MPUH-
UWMbl  3TUYECKOW 3KCrepTvsbl B 06nacTy
MeAMUMHCKOM reHeTukn cHopmynmpoBaHsl
B MeX/yHapoAHbIX akTax markoro npaga (Ka-
AnHnyeHko & MoHomapesa, 2019).

Tak, B XenbCUHKCKOW aexknapaumn Bce-
MUPHOW accoumaumm Bpayen, npUHSTON
Ha 18-11 feHepanbHoO accambnee BcemnpHoi
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accoumaummn Bpayeir (XenbcuHkM, PUHASH-
ans, 1964 ron)?, Aeknapupyorcs:

— 0043aHHOCTb MCCnenoBatens — 3aunta
KM3HWU,  340pOBbSl, HEMPUKOCHOBEHHOCTW
YACTHOM XW3HW 1 AOCTOMHCTBA UCMbITYEMOTO,

— nnaH 1 cnocob BbIMOJHEHWS MCCaenoBa-
HWUA JOMXHbI ObITb UETKO CHOPMYANPOBAHDI
B MPOTOKONE;

— NPOTOKON AO/MKEH BbITb 0A06PEH HE3aBN-
CUMbIM 3TUUECKMM KOMUTETOM;

— ccnenoBatens  0693aH  NpeAoCTaBAsTh
B 3TMYECKMIA KOMUTET Tekyllyto MHbOopMaLmio,
0COBEHHO 0 Nt0BbIX HEBAATONPUATHBIX ABNEHNAX;

— WCCNefoBaHWe [LOMKHO MPOBOAMTHCS
TONBKO KBANMDULIMPOBAHHBIMM NLIAMMU;

— [O/KHA NPOBOANTBLCS OLEHKA BO3MOXHO-
ro pucka v 0Xmnaaemoi Monb3bl OT NpoBeje-
HWS UcCnefoBaHns;

— oxmuaaemas nonb3a Ao/KHa NpeBanvpo-
BaTb Ha/J, BO3MOXHbIM PUCKOM;

— JlofXHa CcobmoaaThc KOHOUAEHUMaNb-
HOCTb y4acTWs UCMbITYEMOTO B UCCEA0BAHNY;

— eC/IM UCMbITYeMble SBASIOTCA Heaeecrnocob-
HbIMK, COracmne Ha 1x yyacTve B UccnefoBaHmm
[OMKHbI AATb X 3aKOHHbIE MPeaCcTaBUTENN.

Kpome Toro, cornacHo cT. 7 Mex ayHapoaHo-
ro nakTa o rpaXkAaHCKMX 1 MOANTUYECKUX Npa-
Bax 1966 r'° «HUKTO He [J0/KeH NoABepraTbCs
MbITKE, XXECTOKOCTU, HErYMaHHOMY UAW Henon-
HOLIEHHOMY JfleyeHuno, a Takxke HakazaHuio.
B yacTHOCTU, HUKTO HE MOXET MoABepraTbCs
MeAVUMHCKMM UIWN HAyUHbIM 3KCMEepYMEHTaM
6€e3 CBOHOAHO NMPUHATOTO COMNACKa».

CornacHo cT. 16 Bceobuleit aeknapauum
0 reHome yenoBeka W Npaax yenoseka (Npu-
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HATa 11 Hoa6ps 1997 roaa leHepanbHON KOH-
depeHumeir Opranmsaumm O6beaUHEHHDBIX
Hauwin no Bompocam 06pa3oBaHug, HayKu
W KyNbTYpbl) rocyaapcTBam cieayeT npusHaTh
BaXKHOE 3HaUYeHMe COAENCTBMA Ha Pa3INUHbIX
COOTBETCTBYIOWMX YPOBHAX CO3AaHMIO Hesa-
BUCUMbIX MHOFOAMCLUMUMANHAPHBIX W Naopa-
JINCTUYECKMX KOMUTETOB MO 3TUKE 419 OLEHKM
STUYECKMX, MPABOBbIX W COLMAAbHbIX BOMPO-
COB, KOTOPble BO3HMKAKOT B CBA3M C NpoBeje-
HMEM HayuHbIX WCCAEA0BAHWIA, KacatoWmxcs
reHoma 4enoBeKa, U UCNonb30BaHUsS pesysb-
TaTOB TaKMX MCCNEN0BAHUN.

CornacHo Bceobuieid aeknapaumum o 6uo-
3TUKE W MpaBax yenoBeka (MpuHATa pe3oso-
uneit feHepanbHol koHdepeHumm KOHECKO
no poknany Komumcemu lll Ha 18-M naeHapHOM
3acenaHun 19 okTa6pa 2005 1) cneayeT Nooll-
pAaTb NPOGECCHOHANN3M, YECTHOCTb, 106po-
COBECTHOCTb U TPaHCMapeHTHOCTb B MPUHA-
TUW PELIEHNIA, B YaCTHOCTU 06bABAEHME 060
BCEX C/yYadx KOHGAMKTA MHTEPECOB M CO-
OTBETCTBYIOLMI O0BMEH 3HaHMgMKU. CneayeT
npeanpuHUMaTh BCE YCUAMA ANS UCMOb30Ba-
HWA CaMblX NMPOrPECCUBHbIX HAYUHbIX 3HAHMIA
1 METOAONOTUIA NMPU PACCMOTPEHUN 1 NEepUOo-
Anyeckom 063ope 6r1osTuUecknx npobiem.

CornacHo cTatbe 19 [leknapauun cnenyet
co3faBaTb HE3aBUCKMMblE  MHOTOAMCLMMAN-
HapHble ¥ NAOPaANCTUYECKME  KOMUTETS
no 3TWKe, OKa3blBaTb UM COAENCTBME W MOA-
NEePXMBATb UX 1EATENBHOCTb Ha HaANeXaLlem
YPOBHE B LeNsX:

— OLEHKM COOTBETCTBYIOLLMX 3STUUECKUX,
MPaBOBbIX, HAYUYHbIX W COLIMANbHBIX NPOBEM,

° XeAbCUHKCKAa dekAapauua BeemupHol MeduyuHcKol accouuduyuu: pekoMmeHdauuu 0Aa spadeii no npoeedeHuto
BuomeduyuHcKUX Uccredosanuii Ha Aodgx. Pexxum aocTyna: https://rassep.ru/sovet-po-etike/manifesty/khel-

sinskaya-deklaratsiya/

©O0H. (1966, nekabpb 16). MexdyHapodHbIli NAKM 0 2paxOaHcKUx U NOAUMUYECKUX npagax. Pexxium aoctyna:
https://www.un.org/ru/documents/decl_conv/conventions/pactpol.shtml
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KacaloWMXCs MCCneaoBaTeNbCkMX MPOEKTOB,
06bEKTOM KOTOPbIX ABASETCA YENOBEK;

— KOHCYNbTMPOBaHMS MO 3TWYECKMM Mpo-
671emam B KAMHNYECKO MeANLINHE;

— OUEHKM Hay4YHO-TEXHMYECKOro nporpec-
ca, BbIpaboTKM pekoMeHaaLWIA 1 COAeCTBIA
MOArOTOBKE PYKOBOASLLMX MPUHLMMOB MO BO-
npocam, OTHOCALLMMCS K chepe NpUMeHeHUs
HacToswen Jdeknapaunu;

— COAeNCcTBMS 06CYKAEHNIO, MPOCBELLEHIO
Y MHGOPMUPOBAHNMIO OBLLIECTBEHHOCTY MO BO-
npocam BUO3TUKM U ee MPUBAEUEHMIO K WX
pelleHunto.

focynapcTBam cneayeT MoowpsTb co3ja-
HYe He3aBUCMMbIX MHOrOAMCUMAAMHAPHbIX
1 NAOPAANCTUYECKUX KOMUTETOB MO 3TUKE.

CornacHo ctaTbe 20 [eknapaunv cnenyet
COAEeNCTBOBATb COOTBETCTBYIOWEN OUEHKe
M Haanexauwemy peryampoBaHUi0 PUCKOB,
KacaloLLMXCH MeANLMHBI, HAYK O XW3HW 1 CBS-
3aHHbIX C HUMW TEXHOOTUIA.

CnepnyeT 06paTuTb BHUMaHMWeE Takxe Ha [na-
By Il lononHutensHoro npotokona K KoHBeH-
UMM MO NpaBam yesoBeka M BuomeanLmuHe
B 06/1aCTV BUOMEANLMHCKMX UccnefoBaHnin’
CornacHo Hopmam ykasaHHoro [JonoaHuTenb-
HOro NPOTOKONA KaXXAbl MccneaoBaTenbCkmin
NpoeKkT npeacTaBngercs 8 KomuteT no stuke
N8 NPOBeAeHUs He3aBUCKHMOW IKCMepTu3bl
€ro 3TMYecKkoi nprvemnemoctun. Takue npoek-
Thbl NPeACTaBAAOTCS Ha He3aBUCKMYIO KCnep-
TW3Y B KaXX/0M roCyAapcTBe, rae naaHnpyeTcs
NpoBeAeHNE KaKNX-1Mbo 1ccneaoBaHmii. Le-
NbI0 MEXANCUMNAVHAPHOW 3KCMepTw3bl 3TU-
yeckol MpuvemaemMocT UCCNeaoBaTeNbCckoro
npoekTa ABASEeTCS 3auMTa A0CTOMHCTBA, NpaB,
6e30MacHOCTM 1 6aarononyuns yuyacTHUKOB
nccnenopanmii. OueHka 3Tnyeckon npueme-

"Poccus He yyacTByeT B AaHHOK KoHBEHUMN.

MOCTW MPOBOAMUTCH Ha OCHOBE MPUBAEUYEHNS
COOTBETCTBYIOLLEIO OMbITa M 3HAHWNW, afek-
BAaTHO  OTpaxkawlWmx npodeccnoHaibHble
N HenpodeccnoHabHble B3rgabl. pu 3ToM
yKasblBaeTcs, 4o KOMUTET He A0/IKEH NoABEp-
ratbCs HEeOoMNpaBAaHHbIM BHELIHUM BO3AEM-
CTBUAM. YUneHbl KomuteTta no stuke AoKnambl-
BalOT O BCEX CUTYaLMSX, CTIOCOBHBIX MPUBECTY
K KOHQMKTY MHTEPECOB. B ciiyyae BO3HUKHO-
BEHUS NOAOOHbIX KOHGANKTOB WX YUACTHUKM
BO3AEPXKMBAKOTCH OT yyacTus B NPOBEAEHUN
aKCnepTusbl. Bcs  Heobxoammaa uMHpopma-
UmMs AN NPOBELEHMS SKCNEePTU3bl STUYECKOW
NpYeMNEMOCTM UCCNEA0BATENbCKOMO NPOeKTa
npepoctangercs 8 KOMUTET MO 3TUKE B MUCH-
MeHHOW Gopme. KOMUTET MO 3TUKE AOMXKEH
YAOCTOBEPUTLCS B OTCYTCTBMM HEONpaBAaH-
HOro BO34ENCTBMS, B TOM Ymcie GUHAHCOBOrO
XapakTepa, Ha /1L, y4YacTBylOUWMX B NpoBe-
[leHUn NCCNefoBaHnii. B 3TOM OTHOWeHuw
0c0b0e BHMMaHWe AOMXKHO YAenaTbca u-
UaM, OTHOCALLMMCS K KaTeropusim ysa3BuUMbIX
MM MaTepUanbHO 3aBUCUMBbIX. Jlvuam, no-
NIyYaLLMM NpeiNoXeHne y4yacTBoBaTb B UC
CNefoBaTeNIbCKOM MPOEKTe, NPeaoCTaBASETCS
aflekBaTHas MHPopmaLns B MOHATHOM Gopme.
Takasg MHbopmaLMa AomKHa BbiTb NOAKpene-
Ha JOKyMeHTanbHO. [1peaocTaBieHnto noane-
XUT MHbOpMaLMa, KacatoLaacs ueau, obuiero
nAaHa, BO3MOXHOIo pucka 1 nosb3bl UCCAeao-
BATE/IbCKOrO MPOEKTa, a TakXe 3ak/yeHmne
KomuTteTa no atumke.

PerynupoBaHue BOnpocoB reHeTU4ecKmx
uccnefoBaHuii B HALMOHAIbBHOM
3aKoHOoZAaTe/bCTBE 3apy6eXXHbIX CTpaH

Ha cerogHs B uenom psae cTpaH NpUHATHI
cneumanbHble 3aKOoHbI, B TOW WM UHOI CTene-

Council of Europe. (2005, aHBapb 25). JlononHUTeAbHbIA NpoTokon K KOHBEHLMW O NpaBam yenoseka
1 bromeamnLmMHe BO6ACTY BUOMEANLMHCKNX UCCAEA0BAHMIA. Pexxum AocTyna: https://rm.coe.int/1680083742
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HV NOCBALLEHHbIE PETYANPOBAHNIO TEHOMHbIX
NCCNeloBaHW uenoBeka NM6O TeCHO CBA-
3aHHble C HUMW. ITW 3aKOHbl MO CyLLeCcTBY
MOXHO pa3fennTb Ha ABe Tpynrbl: 3aKOHbI
0 TeHeTUYeckMx WCCNefoBaHNIX YesnoBe-
Ka, Kak B V3paune, BeHrpun® u Mcnanun'™,
MBO HEMoCPeACTBEHHO 3aKOHbl O 61MobaH-
Kax —Kak B cTpaHax CeBepHoit EBponbl, Heno-
CpeACTBEHHO 3aKOHbI 0 BrobaHKax”.

PasHMUa B noaxofax 3ak/uaeTcs B TOM,
Ha YeM aKLUeHTMpyeT BHUMaHWe perynaTop:
B CTpaHax, rae npuHATO CrelmnanbHoe 3ako-
HOAATENbCTBO O GMOBAHKAX, XECTKO OrpaHu-
UMBaETCA Kpyr CyGbeKTOB, MOTEHUMANbHO A0-
MycKaembix K cOOpy, XpaHeHuio n obpaboTtke
KPUTWUYECKM BaXKHOM MHBOpMaLIMM 1 MaHuny-
NAUMIA C LOHOPaMU. TaKyto AedTeIbHOCTb B 3TUX
CTpaHax OCyLIeCTBAAKT 61obaHKKM, noayyato-
LWye crevumanbHoe paspelleHne, AeiicTBy oL e
B OMNpeAenéHHbIX Lensx, noj CTporum Haa3o-
pPOM TOCYapCTBEHHbIX OpraHoB (HekoTeHeBa,
2019). B Tex e cTpaHax, rae NpuHATHI cneuu-
a/lbHble 3aKOHbl O reHeTUYeCKNX UCCNeNoBaHN-
aX uenoBeKka, OCHOBHOW aKLEeHT peryampoBa-
HUS NEPEHOCUTCS Ha OBbEKT: Kakune AencTBng,
Ha KakuX YC/MOBUAX U B KakUX LENFX MOXHO
coBeplUaTb Npw NPOBEAEHNN reHEeTUUECKNX UG-
CNeNlOBaHNN.

Mpn  3TOM MNPUHUMWMbLI  PErynmpoBaHus
0CTaloTCS OAMHAKOBBIMK Kak B MEpBOM, Tak
11 BO BTOPOIA rpynnax CTpaH.

Tak, Hanpumep, cornacHo 3akoHy Vi3pawns
0 reHeTnyeckon nHdopmaumu, cT. B, nnueHsns
Ha NpoBe/eHVe reHeTUYeckoro TeCTUPOBaHNS

of the Russian Federation

MOXET OblTb MNpeocTaBieHa MeanLMHCKON
nabopatopum Npu COBMOAEHNN COBOKYMHOCTM
CNEAYIOWMX YCNIOBUA: 3a9BUTENb ABNSETCA pe-
3MAEHTOM V3panns vav 3aperncTprpoBaHHo
Kopropaumen B M3pawne; 3agBuTENb TaKXKE
VIMEET COOTBETCTBYIOWIME MOMELLEHNS 1 060-
PYAOBaHME 19 MPOBEAEHUA TEHETUUECKNX
TECTOB, H 3a89BUTENb, HU AVUpPEKTOp nabopato-
PN HE UMEIOT CYAMMOCTY 32 COBEPLUEHUE Npe-
CTYNAEHUI; AnpeKTop nabopatopumn SBaseTcs
NPaKTUKYIOLWMM BPauyOM-TEHETUKOM MW B CO-
cTaBe nabopatopumn paboTaeT KAMHUUECKNIA Te-
HETVK WAV APYrON MEAVLMHCKIA paboTHNK.

AnanornuHeiM 06pasom, B 3akore McnaH-
AW MIPAMO YKa3aHo, uTo BUOBAHKOM MOXET
ObiTb TONBKO HALMOHAbHAA OpraHun3aLus
(cT. 53aKkoHa). CornacHo 3akoHy ICTOHUM naB-
HbIM Onepatopom [eHHoro 6aHka aBnseTcs
TapTyckuin yHusepcuteT (Naparpad 3 3akoHa),
KOTOPbI MOXET AeNernposath CBOM npaBa
HaLVOHA/IbHLIM OPraHy3aunam, NonyUnBLmnm
COOTBETCTBYIOLIEE paspelleHne (Naparpad 4).
Bo Bcex 3akoHax TpebyeTcd noayyeHme Haum-
OHa/IbHOM IMUEH3WUM WAV MHOTO Pa3peLleHns.

Bo Bcex NpuHATHIX 3aKoHax, byab To 0 61o-
HaHKax MM O reHeTUYECKNX UCCAEA0BAHNAX,
NPOBEAEHbl  MEXAYHAPOAHO MPU3HAHHbIE
NPUHLMNGL, Takne Kak: yBaxeHue yenopede-
CKOTO JIOCTOMHCTBA, NpaB YeNoBeka 1 OCHOB-
HbIX CBOBO/; NPABOMEPHOCTb LieNen Uccneno-
BaHUA, NPeBapUTeNbHOE, CBOOOAHOE 1 ACHO
BbIPAXEHHOE COMlache 3aMHTEPECOBAHHOIO
NUA, KOHOUAEHUMANBHOCTb, HeANCKPUMU-
Haums (HekoTeHesa & [ly6os, 2019).

2 Genetic Information Law, 5761-2000. Available at: https://www.jewishvirtuallibrary.org/jsource/Health/Gene-

ticInformationLaw.pdf

B[Act No XXI of 2008 on the protection of human genetic data and the regulation of human genetic
studies, research and biobanks]. Available at: https://netjogtar.hu/getpdf?docid=a0800021.tv. (In Hungarian)

™ [Law 14/2007, 3 July, on biomedical research]. Available at: https://www.boe.es/buscar/pdf/2007/
Y

BOE-A-2007-12945-consolidado.pdf. (In Spanish).

1 688/2012 Biobank Act. Available at: https:/finlex.fi/fi/laki/kaannokset/2012/en20120688 pdf
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Takum  06pasom, MOXHO  YTBEPXAaTb,
YTo MO BOMPOCaM peryavpoBaHus wuccne-
[IOBaHWA reHoma uesoBeka B LEAOM psie
CTpaH — Npex/e BCero eBponenckmx — Ha oc-
HOBE MEeXAYHapOAHbIX akTOB M HalLMOHa/b-
HOro 3akoHojaTenbCcTBa ChopmmpoBanach
onpeneneHHas perynaTopHas matpuua, koraa
He3aBMCMMO OT 3aKOHOAATeNbHbIX aKLEHTOB
1 NOAXOA0B CHOPMYMpPOBaHa NPUHLMNNANb-
HO YHMOMUMPOBAHHAS Mepa AO0KHOMo mno-
BeAEHMS, UTO He UCKIoYaeT HaUMOHa bHbIX
0COBEHHOCTEN B YaCTHOCTAX.

OpnHOW M3 caMblX akTyanbHbiX obnacTen
NPUMEHEHUNS  TEHETUUYECKMX  TEeXHOOTUI
B 3[paBOOXpPaHEHUN ABASIOTCS afanTUBHblE
MEeTO/bl FeHHOW Tepanumn — BbICTPO pasBuBa-
folaacs 061acTb COBPEMEHHOWM MeANLMHbI
B Tepanum OHKONOTMYECKMX, HacneaCTBeH-
HbIX, ayTOMMMYHHbIX, FeHETUYeCKUx 3abone-
BaHWIA, OCHOBaHHble Ha MoauduKaLuu BHe
opraHuama (ex vivo) v nponudepauun noay-
YEHHbIX OT MauWeHTa aHTUreHNpe3eHTUpYyto-
WX KNETOK C MOoCAedyouwmnm UxX BBEAeHNEM
06patHo naumeHTy (KybbitwkuH, 2019). OaHUm
n3 Hambonee MHOroobellarLIMx MeToa0B
B 3TOM 06/71aCcTU ABAAETCS MCMONb30BaHWE
reHeTUYeckn MoANPULIMPOBAHHBIX T-KNETOK,
3KCNPECCUPYIOWMX PELENTOP XMMEPHOIO aH-
treHa (CAR-T), cnocobHbix creundpuueckm
pacno3HaBaTb LEeNeBON aHTUreH (Hanpumep,
peuentop CD19 B-knetok) v ycTpaHaTb mu-
WeHb— paKkoBble KNeTKM.

B CLLIA paspaboTaHo PykoBOACTBO A/19 YCKO-
pEeHVs perncTpaumny NPOPbLIBHOM 1 yCoBEPLIEH-

CTBOBaHHOW agantueHon Tepanun — RMAT
cornacHo Paspeny 506 (g) PepepanbHoro
3akoHa MO KOHTPOAK 3a MNpoAyKTamu, ne-
KapcTBamy 1 KOCMETMYeCKUMKU CpeacTBa-
mu (Federal Food, Drug, and Cosmetic Act
(FD&C Act)), a Takxe cornacHo Pasaeny 3033
3akoHa o neyermn XXI Beka (21st Century
Cures Act (Cures Act))'.

B EC npwHaTa nporpamma  yCKOpPEHHOWA
paspaboTky  MPUOPUTETHBIX  NEKAPCTBEH-
HbIX cpeacTB — PRIME”, ocHoBaHHas Ha cy-
LWECTBYIOLLEA HOPMaTWBHO-MPaBOBO 6a3e,
npefycmatpuBaiollas — paHHWME — HayuHble
KOHCYAbTAUMM U YCKOPEHHYID OLEHKY Mnpe-
napartoB — KaHAMAaTos B nporpammy PRIME.
[onoxuTenbHoe pelleHne Mo perncTpaunm
MHHOBALIMOHHbIX MpenapatoB npuHUMaeTcs
Ha coBelllaHnn KomunTeTa no nekapcTBeHHbIM
cpeacteam ansa yenoseka (CHMP) nan Komu-
TeTa no nepeaoon Tepanun (CAT).

PerynupoBaHue BONpoCOB reHeTUUECKUX
Y TEHOMHbBIX UCC/IeA0BAHNNA B POCCUUCKOM
3aKOHOAATe/IbCTBE

PaHee poccuMnCKMin NOAXOA OMMUCHIBANCS
KaK «He3anpeTuTenbHas MnpakTuka», Hanpu-
mep B Pesontoumnn ECIMY «Mappunno npotus
Ntanum» ot 27.08.2015". [peactaBnsetcs,
YTO CErofiHg 3TO OnpefefneHne BEPHO NNLb
oTyacTu.

Cneayet OTMeTUTb, uTo C 2016 T. NPUHAT
PSL V3MEHEHWM B POCCUICKOE 3aKOHOAA-
TeNbCTBO, B YacTHocT PeaepanbHblii 3a-
KOH N° 180 «O BMOMEANLMHCKMX KNETOUHbIX

“ An Act To accelerate the discovery, development, and delivery of 21st century cures, and for other purposes.
H.R.34. Available at: https://www.congress gov/114/bills/hr34/BILLS114hr34enr.pdf Federal food, drug, and

cosmetic act available at: https://www.govinfo.gov/content/pkg/COMPS-973/uslm/COMPS-973.xml

" European Medicines Agency. PRIME: priority medicines. Available at: https://www.ema. europa.eu/en/hu-
man-regulatory/research-development/prime-priority-medicines

Parrillov. Italy (dec.)-46470/11. Availableat: https://hudoc.echr.coe.int/app/conversion/pdf/?library=ECHR&id=002-

7670&filename=002-7670.pdf&TID=thkbhnilzk
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NPOAYyKTax», CyWeCTBEHHO BOCMOMHMBLUMIA
npaBoBble Npo6eNbl B 3TON 061aCT®.

CornacHo 3akoHy MpUHUMNAMK OCYLLECT-
BEHNA AesTeNbHOCTM B chepe obpalleHns
BUOMEANLMHCKUX KNETOUHbIX NMPOAYKTOB AB-
NoTCS:

1) 106poBO/IbHOE 1 HE3BO3ME3AHOE OHOP-
CTBO BMOI0MMYECKOro MaTeprana;

2) cobnofeHne BpauebHoOW TarHbl W MHOM
OXPaHAEMOMN 3aKOHOM TaHbl;

3) HeOMYCTUMOCTb CObITa B1O0rMYECKOro
matepuana;

4) HefoMyCTMMOCTb CO3AaHUs 3MOpPUOHA
yenoBeka B LEIX MPOM3BOACTBA BroMeau-
LIMHCKMX KNETOUHbIX MPOAYKTOB;

5) HeaomnycTUMOCTb WCMONb30BaHNS 6GUO-
JIOFMYECKOro mMatepuana, NoayYeHHoOro nyTem
npepbiBaHns pasBUTUA 3MOPUOHA UK Naoaa
yenoBeka AMHO HapyLleHs Takoro npouecca,
N9 paspaboTky, NPOM3BOACTBA W MpUMEHe-
HMA BMOMEANLNHCKNX KNETOUHbIX MPOAYKTOB;

6) cobnogeHne TpebosaHuii Huonoruue-
CKOW 6€30MacHOCTU B LEAsX 3alnTbl 340P0-
Bbs [IOHOPOB 6MONOrMYECKOro Matepuana,
PabOTHMKOB, 3aHATHIX B MPOM3BOACTBE 6UO-
MEANLMHCKNX KNETOUHbIX MPOAYKTOB, M-
UMHCKMX pabOTHMKOB, NaLMEHTOB U OKpYKa-
foLLLeV Cpeabl.

focyaapcTBeHHasa peructpaums Guomean-
UMHCKOTO  KNEeTOYHOro MpOAyKTa, COMacHO
CT. 8 3aKOHa, OCYLEeCTBASETCS MO pe3y/b-
TaTam psaa 3KCnepTus: OGUOMeANLUHCKMX,
STUYECKMX,  KJAMHUYECKMX — MCCAefOBaHUIM,
NOATBEPXKAAOWMX  6E30MacHOCTb,  Lieneco-
06pa3HOCTb 1 STUUHOCTb TAKUX UCCAEA0BAHWIA.

OcoBeHHOCTbI0  3aKOHOAATENbHON  TEXHM-
KW 3TOTO 3akoHa ABAsieTcs AeTanbHoe pery-

of the Russian Federation

ANpOBaHME MpouelypHbIX BOMPOCOB rOCY-
[lapCTBEHHOW perucTpauun v MnoaAHOMOUNIA
rocyfapCTBeHHbIX opraHoB. Kpome Toro, 3Ha-
unTeNbHOE BHMMaHWeE yaensercs BoOMpocam
6robesonacHoOCTH.

He 6yneT owunbkoi yTBEpXAaTb, UTO BO-
MPOChI HAayUYHbIX UCCNEA0BaHWIA B 06aacTu re-
HeTUYeckon moanduKauum YenoBeyeckoro
opraHv3ma B poCCMIACKOM 3aKoHOAATeNbCTBE
peryavnpyroTca oueHb cnabo. Ha HMx pacnpo-
CTpaHsaeTCcs NPUHATLIA B 1996 1. DeaepanbHblii
3akoH «O rocyaapcTBEHHOM peryaMpoBaHum
B 061aCTW TEHHOW WHXEHEPUM», B KOTOPOM
aHO topuandyeckoe onpeaeneHne reHHow
Tepanuu Kak couyeTaHns reHHOW MHXeHepun
(broTexHONOTUM) N MEAWMUMHCKUX METOAOB,
HanpaBAeHHbIX Ha BHECEHWE N3MEHEHWI B Te-
HeTWMYeckMin annapart comaTuyecknx KaeTok
uenoBeka N9 neyeHns 3aboneBaHnin. ITum
Xe 3aKOHOM YCTaHOBAEHbl NPUHUMMLI (CT. 5)
reHHO-MHXXEeHepPHON AeaTeNbHOCTU, KOTOpble
BK/tOYAOT 6Ee30MacHOCTb YenoBeka M OoKpy-
XaroLlen cpefbl; 6e30MacHOCTb KAMHUYECKMX
MCMbITAHWA METO0B FeHHOW AWMArHOCTUKM
1 TEHHOW Tepanumn Ha YypOBHE COMATUYECKMX
KNEToK;  06LLeA0CTYNHOCTL  MHbOpMaL MK
0 6e30MacHOCT TeHHO-UHXEHEPHOW aed-
TeNbHOCTW; FOCYAApPCTBEHHYIO perncTpaumto
reHeTUYeckn MoANDUULMPOBAHHbBIX OpraHu3-
mMoB?°. OfHaKo cam 3akoH, MPUHSATHIA MHOTO
NeT Ha3a, CyLLeCTBEHHO ycTapen v HyXaaeT-
CS1 B CEPbE3HON KOPPEKTUPOBKE.

B 3akoHomaTenbcTtBe 06 OCHOBax oxpa-
Hbl 3[0pPOBbS rpaxaaH, yTeepkaeHHom PDe-
AepajbHbiM 3aKOHOM OT 21 Hoabpa 2011 1.
Ne 323?' 0cobblii UHTepec NpeacTaBAgeT cTa-
T 361 «OCOBEHHOCTY OKa3aHUs MeanLMH-

¥ PedeparbHplil 3aKoH om 23 uioHg 2016 2. No 180-D3 «O 6uoMedUUUHCKUX KAEMOUHbIX npodykmax». (2016,
utoHb 28). Poccuiickag eazema. Pexxum goctyna: https://rg.ru/documents/2016/06/28/produkti-dok.html|

20 MedepanbHplii 3akoH om 05.071996 2. No 86-D3 «O 20cydapcmeeHHOM pezyAuposanuu 8 06Aacmy 2eHHo-
UHXeHepHol degmenbHocmuy». Pexxum goctyna: http://www kremlin.ru/acts/bank/9692
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CKOWM MOMOLLM B pamKax KAUMHUYECKMUX UCMbl-
TaHW». B 3TOM 3akoHe yyacTue naumeHToB
B M3YUYEeHUW HOBbIX, paHee He MPUMEHSBLINX-
CS METOMOB C LEeNbl MOATBEPXKAEHMUS A0Ka-
3aTeNbCTB MX IOHEKTUBHOCTM Ha3blBAETCS
«MeAMUMHCKOM MOMOLLBI B pamkax KAWUHU-
YeCcKMX UCnolTaHnit». [Ing npoBeaeHns Takoro
IKCMepUMEHTa C yYacTem MalneHToB Heob-
XOAMMbI 3aK/IOUEHUS 3TUYECKOTO KomuTeTa
M 3KCMEepPTHOro CcoBeTa YMONHOMOYEHHOrO
denepanbHOro opraHa UCNONHUTENbHOW BAa-
CTW. DTUYECKMIA KOMUTET AenaeT 3akioueHne
06 3Tnueckoit 060CHOBAHHOCTM BO3MOXHO-
CTV WMCMONb30BAHMS COOTBETCTBYHOWMX METO-
[IOB M COMN1acoBbIBAET MPOTOKON KANHUYECKMNX
UCMbITAHNA. DKCNEepPTHbIA COBET AaeT paspe-
WeHne Ha okazaHue MeAMUMHCKOM MOMOLLM
nNpy NpPOBEAEHUW KAVHWUYECKUX WCMbITAHWIA.
Ycnosmem yyactus nauueHta B KAMHWYe-
CKOM WCCNefoBaHUNM SBASETCS Haanuve WH-
$bopMmMpoBaHHOro A06POBOLHOMO COrnacKs
B3pOC/IOr0O [eecnocobHoro nauuneHTa. [lpu
3TOM B K/JMHWYECKOM WCCAeAOoBaHWUM MOTYT
y4acTBOBaTb Kak HecoBeplleHHoNeTHne na-
UMEHTbI, TaK U NaLMeHTbl, MPU3HaHHbIE B yCTa-
HOB/EHHOM 3aKOHOM MOpAAKe Heaeecrnocob-
HbIMW, C MHGOPMUPOBAHHOTO LOBPOBONBLHOIO
cornacus OAHOro M3 poauTenei WUAM MHOro
3aKOHHOrO NpeAcTaBUTENS.

B nocneaHue rofbl NpUHAT psig HOpMaTUB-
HbIX MPaBOBbIX akTOB, B TOW MAN UHOW CTene-
HW 3aTparvBalolmx chepy reHeTUYecknx nc
cnepoBaHunii. Tak, npuHaT MegepanbHblii 3aKOH
oT 11 ntoHa 2021 1. Ne 170-P3 «O BHeceHun 13-

MeHEHUI B OTAe/IbHblE 3aKOHOAATe/IbHbIE AKTbl
Poccuiickon @enepauiny B CBA3M C NPUHITUEM
®epepanbHoro 3akoHa ‘O rocyaapCcTBeHHOM
KOHTpone (HaA30pe) U MyHWUUMNAAbHOM KOH-
Tpone B Poccuiickoit Deaepaunm’™»?.

YKa3aHHbIM 32KOHOM BHECEHbI M3MEHEHNS
no BOMpOCam roCyAapCTBEHHOMO KOHTPOAS
B ®esepanbHbll 3aKOH OT 5 uiong 1996 roaa
No 86-P3 «O rocyaapCTBEHHOM peryimpo-
BaHMM B 061aCTU TEHHO-UHXEHEPHON Aeq-
TENbHOCTU», @ TAKXE YTOUHEHbl mapameTpsbl
(cTatbs 116) denepanbHOro rocynapcTBEHHO-
ro KOHTpons (Haa3opa) B chepe obpalleHns
OUOMENUMHCKMX — KNETOUHBIX  MPOAYKTOB,
L5 Yero BHeCeHbl n3meHeHns B Pespepab-
HbI 3aKOH OT 23 uioHs 2016 roga Ne 180-03
«O BUOMEANUMHCKNX KNETOUHbIX MPOAYKTaX».

Kpome Toro, ®egepanbHbiM — 3aKOHOM
oT 2 nions 2021 1. No 351-P3 «O BHeceHun w3-
MEHEHWI B OTAEe/bHbIE 3aKOHOAATE/bHbIE aKTbl
Poccuiickort @epepauiiy NPUHATbI MOMPaBKK
K 3aKOHOAATENbCTBY B CBA3W C MPUHSTMEM 3aK0-
Ha 0 desepanbHON Tepputopum «Crpnycs.

B uacTHOCTW, yCcTaHOBNEHO, YTO HOpMaTHB-
HbIMI MPABOBbIMM aKTamu OpraHoB nybanY-
Hol BnacTu depepanbHoi Tepputopun «Cu-
pUyC» MOXET YCTaHaBAMBATLCS CReLnanbHoe
perynMpoBaHue OTHOWEHWA B 061acTn oCy-
WeCTBNEHNS FeHHO-UHXXEHEPHON AesTenbHO-
cTn B esepanbHor Tepputopun «Cupmycs.

OTmetm Takxke u PeaepanbHblii  3a-
KOH OT 2912.2022 Ne 643-®3 «O BHeceHuM
n3meHeHnin B MeaepanbHblii 3akoH “O ro-
CYNApCTBEHHOM PEryampoBaHnuuM B 06aacTu

2 (DedeparbHbiil 3akoH om 21 Ho96pa 2011 2. No 323-B3 «006 0cHo8ax 0xparbl 300p0sbg 2paxdaH & Poccutickoii
@edepayuu». Pexxum aocTyna: https://minzdrav.gov.ru/documents/7025-federalnyy-zakon-323-fz-ot-21-noy-

abrya-2011-g

22 PedepabHblli 3akoH om 11.06.2021 No 170-P3 «O gHeceHuu U3MeHeHU( & 0mdeAbHble 3aKoH00amenbHble akmbl
Poccuiickoti Dedepayuu e ceg3u ¢ npuHamuem DedeparbHozo 3akoHa “O zocydapcmeeHHom KoHmpoae (Had3ope)
U MYHUUUNAALHOM KOHmMpoAe 8 Pocculickoll Pedepayuu™. Pexxum gocTtyna: http://publication.pravo.gov.ru/Doc-

ument/View/0001202106110081
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FEHHO-UHXEHEPHOW  AeATeNbHOCTU™,  CO-
TMaCHO KOTOPOMY MpeAyCMOTPEeHO COo3AaHue
B Poccuiickoin ®epepaumm rocyaapcTBeHHOM
NHPOPMALIMOHHOM CUCTEMbI B 061ACTU reHe-
TUyeckom nHdopmaunm «HalmoHanbHag b6asa
reHeTnyeckon nHdopmaumm»?*. CornacHo 3a-
KOHY, yKa3aHHas cuctema cosfaercs B Lensx
obecrneyeHns HalMoHaNbHOM 6e30MacHoCTy,
OXPaHbl XW3HW 1 34,0pOBbS rpaxiaH, cysepe-
HuUTEeTa B Chepe XpaHeHWs 1 UCMOMb30BaHUS
reHeTUYeckmnxX AaHHbIX, a Takke obecneyeHns
obmeHa cojepxallenca B Heil MHpopmalvei
mexay deaepanbHbIMU rOCYAapCTBEHHbIMM
opraHamu, rocyaapCTBeHHbIMU — OpraHamu
cybvekToB Poccuiickon Pegepaumm, opra-
HaMy MECTHOro camoynpasieHns u obna-
NaTeNsIMU  reHeTUYeCkUX AaHHbIX Npu KX
B3aMMOLEVICTBUM B paMKax OCYLLECTBNEHUS
reHHO-WHXXEHEPHON AeATEeNbHOCTY.

Obnagatenem  MHGopmaummn, —coaepxa-
wencsd B MHOOPMALMOHHOW CuUcTemMe, §B-
ngetca  Poccuiickas  @epepaums.  [lpasa
Ha pe3ynbraTbl WHTENNeKTYaNbHON AesdTeNb-
HOCTW, CBEAEHMS O KOTOPbIX MPefOCTaBASIOTCS
B MHOOPMALMOHHYIO CUCTEMY, PEryInmpytoTcs
TPaXAAHCKMM  3aKOHOAATeNbCTBOM Poccui-
ckon  @Pepepaumun. 3akasdmkom UHGOpPMa-
LUMNOHHOM CUCTEMbI SBASETCS deaepasibHbli
OpraH WCMOMHUTENbHON BNACTW, OCYLLeCT-
BASIOWMIA bYHKUMM MO BbipaboTke rocyaap-
CTBEHHOM MOAUTUKM W HOPMATMBHO-MPaBo-
BOMY pEryIvpoBaHuio B cdepe HayyHou,
HayYHO-TEXHWNYECKON 1 MHHOBALLMOHHOWM Aes-
TenbHocT. OnepaTtopom MHGOPMALMOHHOM
cucTembl  gBageTcs  deaepanbHoe rocynap-
CTBEHHOE 6o XeTHOe yupexjeHne «Hauwmo-
Ha/IbHbIM MCcCnenoBaTenbCkmuim LueHTp “Kypua-
TOBCKWI UHCTUTYT .

of the Russian Federation

B MHGOpPMaLMOHHYO CMCTEMY BKIHOYAETCS
MHGOpMaUns, npefocTaBasgsemas topuanye-
CKUMW AnuamMu uan rpaxaaHamu (dusmue-
ckumm anuamn), Poccuiickonn Depepaumnei,
cybbvektamun Poccuiickont Pepepaumnu, Mmy-
HULMNANbHBIMU 06Pa30BaHNAMM, CAMOCTOS-
TeNbHO CO3AaBLUMMK TeHeTUYeckne AaHHble
AMBO MONYUMBLUMMMK HA OCHOBaHMM 3akoHa
AN [OTOBOpa MpaBo paspelarts WanM orpa-
HMUMBATL AOCTYN K reHeTUYeckUm AaHHbIM,
onpeaensembim no KakMm-1mbo NpusHakam.

3aKoH nNpefycmaTpuBaeT ABa nopsika npe-
[OCTaBAEHNS MHBOpMaLMK: 06g3aTe/bHbINA
1 A0OPOBO/IbHBIN. YCTAHOBNEHO, UTO B 0653a-
TeNIbHOM Mopsiake MHQOpMaumns npeaocTas-
nseTca obnafaTensIMmn reHeTUUYECKNX AaHHbIX,
OCYLLECTBASIOWMMUN TEHHO-UHXEHEPHYIO fe-
ATeNbHOCTb, MPOW3BOACTBO M (MNK) MOCTABKY
reHHO-NHXEeHEePHO-MOANULIMPOBAHHbIX Op-
raHM3MOB, MPOW3BOACTBO U (MAM) MOCTaBKY
NPOAYKUMM, MONYYEHHON C MNpUMEHEHUEM
reHHO-UHXeHEepPHO-MOANDULMPOBAHHBIX
OpraHvM3mMoB WM COAepXallen Takue opra-
HM3Mbl; FOCYAAPCTBEHHBIMU YUYpEXAEHUIMU,
MHBIMX  OPUAMYECKMMI AULAMW U UHAWBU-
flyanbHbIMU NpeanpuHUMaTeNsSMU, OCYLLeCT-
BASOW MMM MOJIEKYNIIPHO-TEHETUYECK A
aHanM3 B Lenax MpoBEeAEeHUs 3KCMepTus,
MCMbITAHWA W HayYHO-WUCCNea0BaTENbCKMUX
paboT. lNpegoctasneHne MHGoOpMaLUN B UH-
GOpPMaLMOHHYO CUCTEMY MHbIMK obnaaate-
NAMU TEHETUYECKMX AaHHbIX OCYLLEeCTBASeTCS
Ha 106pOBO/IbHOI OCHOBE.

B MHbOPMaLMOHHYIO CUCTEMY BKTHOYAOTCS:

— uHbopmauus ob obnagatene reHeTuye-
CKMX AaHHbIX (opUAMYECKOM NnLE: HAUMEHO-
BaHWe, OpraHu3auMoHHO-NpaBoBas Gopma,
MECTO HaxOXAeHWs, CBeAeHWs O rocyaap-

7 PedepanbHblii 3aKoH om 29.12.2022 Ne 643-D3 «O gHeceHuu usmeHeHul 8 PedepanbHvlii 3akoH “O 20cydap-
CBEHHOM PeyAUpOBAHUU 8 0OBAGCHIU 2eHHO-UHXeHepHOU deameAbHOCMU™. PeXXMM 0CTyna: http://publication.
pravo.gov.ru/Document/View/0001202212290146?index=11
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anIHLLVIFIbI MeXAYHapOoAHO-NMPaBOBOIro perylnpoBaHuUsa reHeTu4eckKux nccneA0BaHUI U 3aKOHOAATENIbCTBO

Poccuiickoii @eaepaumm

CTBEHHOW perncTpaLmmn puanyeckoro anua,
NAEHTUOUKALMOHHBIN  HOMEp  Hanoronna-
TeNbLLMKa, KO NPUYMHBI NOCTAaHOBKM Ha yYeT),
rpaxaaHuHe (GU3nyeckom nuLe), B TOM Yncne
06 MHAMBKAYANbHOM NpeanpuHumatene (pa-
MUANS, UMS, OTYECTBO (MPU HANUYUK), NAEH-
TUOMKALMOHHbLIM ~ HOMEp  Hajoroniateb-
wm1Ka, CTpaxoBON HOMEp WHAMBUAYAbHOrO
JIVLLEBOrO CYeTa), OpraHe rocyaapCTBEHHON
BNIACTV W OpraHe MecTHOro CamoynpasneHuns
(HaMMeHOBaHMe, MeCTO HaxOXAEHUS), OCy-
WECTBASAIOLLMX  MPOW3BOACTBO,  XpaHeHue,
peanusaumnio U UCNoNb30BaHWE PEe3y/bTaToB
reHHO-UHXXEHEPHON AeATEeNBHOCTW);

— MHPopMaLNg 06 naeHTUGUKaLuM obbek-
Ta reHeTUYeCcKon MHGopmaunu;

— reHeTnyeckmne JaHHble;

— METOJ, NOMYUYEHNS TeHETUYECKUX AaHHbIX;

— JaTa npepocTaneHus u (Mav) obHoB/e-
HUS MHGOPMALLUN.

Mpv 3Tom cneayeT 06paTUTb BHUMaHMe,
YTO yKa3aHHbIN 3aKOH BCTyMaeT B CW1y TONbKO
c1ceHTd6ps 2024 .

Tak>xe B nocnegHune rogbl NpUHAT paj Bax-
HbiX akToB [MpaButenbctBa Poccuiickon Pe-
fnepauunn, B YaCTHOCTY:

— [locTaHoBneHue [lpasutensctea P®
oT 28 aBrycta 2021 r. N° 1441 «O BHeceHuu
n3merHeHni B DefepanbHyld  HayYHO-TEX-
HWYECKyt0 Mporpammy pasBUTUS TreHeTu-
Yyecknx TexHonornii Ha 2019—2027 roapi»™,
KOTOpbIM CckoppekTupoBaHa ®eaepanbHas
Hay4YHO-TeXHMYeckas nporpamMmma pasButus
FeHeTUYeCKMX TEXHONOMNIA Ha 2019-2027 rT.
PocHedTb onpefeneHa TexHWYECKUM napT-

HepoMm. B 3TOM KauecTBe OHa CO34acT LEHTP
[ON9 NpOBEfEHNS KOMMNEKCHbIX McCneaoBa-
HWIA B 06NACTW TEHETUYECKUX TEXHOMNOTUI
M FeHEeTUYeCKoro peaakTMpoBaHus w GyneT
obecrneunBaTb ero aeatenbHocTb. OBHoBAE-
Ha dopma nnaHa peanvsaumu NpPorpammbi.
YcTaHoBAeHO, uTo MuHOBpHayku B onpeje-
JIEHHbIX MM C/lyYasix BNpase no CornacoBaHmto
C¢ KypuyaToOBCKMM WHCTUTYTOM KOPPEKTUPO-
BaTb NiaH peanvsaumy Nporpammbl 1 KOM-
MAEKCHBIA MNaH COOTBETCTBYIOWLMX HayUHbIX
ncenefoBaHuin. lpu MHCTUTYTE CHOpPMUpPY-
0T Hay4YHO-TEXHUYECKUIA COBET MPOrpammbl.
OnpepneneHbl HanpaBAeHUs, KOTOPblE YUWTbI-
BAlOTCA MPU pacyeTe YMcaa Hay4HbIX cTaTen
B 06/1aCT1 FEHETUUYECKMX TEXHONOTUA.

— [loctaHoBneHune [lpaButensctea P®
oT 3 mapTa 2021 r. N° 310 «O BHeceHun us-
MeHeHW B MocTaHoBneHWe [1paBuTenbCTBa
Poccuitckon  ®epepaumn oT 28 aekabps
2019 1. N° 1930»*°, KOTOPbIM NpeayCMOTPEHO,
UTO HayYHbIM OpraHM3auMam ¥ By3am npe-
[OCTaBNAOTCH rpaHThl B dopme cybcuanit
Ha peann3aumio OTAENbHbIX MeponpuaTUiA
PenepanbHON Nporpammbl pa3BUTUS TeHeTH-
YECKNX TEXHONOTWI Ha 2019—2027 IT. YTOUHeH
nopsaaok vx npefoctaBieHus. paHTbl Bblae-
NFI0TCA Ha 3 roga C BO3MOXHbIM MPOANEHW-
em ux peanmsaumn o 3 net. CBeieHns o HUX
pasMeLLalTcs Ha enMHOM nopTane. YTou-
HeHbl TpeboBaHMS K YUaCTHWKY KOHKypca
N nepeveHb AOKYMEHTOB, BK/OUEHHbIX B 3a-
ABKY Ha yuyacTue B Hem. OpraHusaums snpa-
Be nojaTb He H6osnee ofHoi 3assku. Cornaue-
HWe O MpefoCTaBNAeHUM FpaHTa 3ak/o4aeTcs

* [ocmaroenerue lMpasumenncmea Poccutickoli @edepauyuu om 28.08.2021 No 1441 «O sHeceHUU UsmMeHeHUi
8 DedepanbHyio HAYUHO-MEXHUUECKYI0 NPOePaMMY paseumus eeHemudeckux mexHoroeull Ha 2019—2027 200bl».
Pexxunm poctyna: http://publication.pravo.gov.ru/Document/View/0001202108310018

2 [Mocmaroeserue [pasumerbcmea Poccutickoli @edepauuu om 03.03.2021 No 310 «O gHeceHUU U3MeHeHU
8 nocmarosaenue [pasumenncmea Pocculickoli Dedepauuu om 28 dekabpa 2019 2. N0 1930». Pexxum foctyna:
http://publication.pravo.gov.ru/Document/View/0001202103120003
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B TMINC «9nekTpoHHbIi BroaxeT». CkoppekTi-
pOBaHo ero coaepxaHue. MNpuBoantcs Gopmy-
na g pacyeTta npefenbHoro pasmepa rpaHTa.
MpesycMOTpeHbl OCHOBaHUS A1 OTKa3a B €ro
NpefoCTaBNeHNN. YTOYHEHbl CPOKM NpeacTaB-
NIeHNs OTYETOB O pacxodax. PelleHne o npoa-
NeHUV NpefoCTaBNeHNs rpaHTa MpUHUMaET
MUHOBPHAYKM HA OCHOBaHWM OLEHKW 3HaYM-
MOCTU [JOCTUFHYTbIX PE3yNbTaToB M nepcnek-
TUBHOCTM Aa/ibHENIIEeN peannsaumm npoekta
WAW NCCNeL0BATENbCKON MPOrpaMMmbl.

— [loctaHoBneHve [lpaButensctea P®
0T 29 anpens 2021 1. No 677 «O BHeCceHUM 13me-
HeHwn B [lpaBuna NpeaocTaBieHUs rPaHTOB
B dopme cybcuanii u3 depepanbHoro 6ioa-
KeTa Ha OCYyLLEecTBNeHNe rocy4apCTBEHHON
NoAAEPXKKM CO34aHUS W Pa3BUTUS HayUHbIX
LLeHTPOB MVPOBOr0 YPOBHS, BK/IKOYAS MEXAY-
HapoAHble MaTeMaTUYeCcKne LEeHTPbl MUPOBO-
O YPOBHS, LEHTPbl FTEHOMHbIX 1CCAeL0BAHN
MWPOBOTO YPOBHS, a TakXXe Hay4Hble LLEeHTPbI
MWPOBOrO YPOBHS, BbINOMHSIOLLME UCCNEeLO-
BaHWA 1 pa3paboTku Mo npuopuTeTam Hayu-
HO-TEXHONOTMYECKOTrO Pa3BUTHS, U MPU3HAHUN
YTPATVBLUVMMK  CUAY OTAENbHbIX MONOXKEHU
HekoTopbIx akToB [paBnTenbcTBa Poccuiickoin
Deaepalimm»?®, KOTOPbIM YTOUHEHbl TpeboBa-
HUS K OpraHu3aumm, Ha 6ase KoTopoit co3aaH
LEHTP, ¥ K YY4aCTHMKY LEHTPA, @ TakXe K AOKY-
MEeHTaM, nNpeaocTaBisemMbiM MU B MuHObp-
HayKku AN y4acTus B KOHKypce. Y opraHusa-
UMW JOMKHa OTCYTCTBOBATb 3a40/MKEHHOCTb
no BO3BpaTy B (GeaepanbHbiii BIoAXeT paHee

of the Russian Federation

NpeAoCTaBEHHbIX U3 HETO rPAHTOB, CyOCUaNA,
BIOAXKETHBIX MHBECTULMIA, A TAKXe MHas Npo-
CpoYeHHaa 3a0/MKEHHOCTb Mepes rocyaap-
CTBOM. VIcKkntouaeTca 0693aHHOCTb NoyyaTens
rpaHTa no NpefoCTaBeHNIo B MUHICTEPCTBO
[OKYMEHTOB A1 3aK/OUEHUA COraLleHus.
OTueTbl, COCTaBAEHHble Ha 1 AHBaps roaa, cie-
OYIOUIEr0 32 OTYETHbIM, Tenepb MpeacTaBia-
I0TCS eXerofHo, He nosaHee 31 gHBaps roa,
CNeflyIoLero 3a OTUYETHBIM, WU MOCAEAHEro
paboyero AHS 10 yKa3aHHOM AaTbl.

3ak/oueHue

Takum 06pasom, cerofHa npeacrasisercsa
BO3MOXHbIM KOHCTaTMPOBaTb Cefytolee:

— pOCCUIACKOe 3aKOHOAATeIbCTBO B 06/1aCTH
peryinpoBaHus reHeTUYeckmnx wuccneaoBa-
HWIA M BMOBAHKMHIA B LIEIOM pa3BMBaeTCs
B TpeHAe, 3a[laHHOM MeX/AyHapoAHbIMK ak-
Tamun. locyaapcTBEHHbI peryngatop onupa-
eTca npu GOpMynMpoBaHMNM CBOER MOAUTUKM
Ha MexyHapoAHble CTaHAAPThI;

— B Poccuiickon ®epepaunn HayuHble UC
CnefoBaHMs € MCMNOAb30BaHMEM  MOMOBbIX
KNETOK He 3anpeLleHbl 1, COBCTBEHHO, Takue
nccneoBaHNsg NPOBOASTCS, OLHAKO 3KCNEpH-
MEHTbI, KOTOPbIE MPUBEAN Bbl K POXAEHWIO re-
HeTnueckn MoaMBULMPOBAHHOIO YenoBeye-
CKOro Tesa, B HacToslee Bpems nNpakTnyecku
NCKOUEHbI.

CerofiHs rocynapcTBeHHbIN perynsatop B Poc-
CWM OCO3HAET HEOBXOAMMOCTb YUaCTUS B MEX-
[lyHapOAHOM COTpYAHMYECTBe, B TOM uucie

% [locmanoeaeHue [pasumencmea Poccutickoli Dedepauuu om 29.04.2021 No 677 «O gHeceHUY U3MeHeHul
8 [pasuna npedocmasieHus 2paqmos & opme cybcuduii U3 edeparbHozo brdXema Ha ocyuiecmeaeHue 20cy-
dapcmeeHHol no00epKKU CO30AHUS U pa3BUMUS HAYUHDIX UEHIMPO8 MUPOBO20 YPOBHS, BKAUAT MEXAYHAPOOHbIe
Mamemanmuyeckue WeHnpbl MUPOB020 YPOBHS, UeHNIPbl 2eHOMHbIX UCCAE008AHUN MUP0OBO2O YPOBHE, G IMAKIKe
HAY4Hble UeHMpbl MUp08020 YPOBHS, BbINOAHSIOUAUE UCCAED08AHUS U pazpabomky no Npuopumemam Hayu-
HO-MEXHOA02UUECKO20 PA3BUMUS, U NPUIHAHUU YIMPAMUBUIUMU CUAY 0MOEAbHBIX NOAOKEHUU HEKOMOpbIX dK-
mos [Mpasumenncmea Poccutickoli Dedepauuu». Pexum docmyna: http://publication pravo gov.ru/Document/

View/0001202105040020
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MpuHLUMNBI MeXAYHApOAHO-NPaBOBOro pery1mpoBaHus reHeTUYecknux nccaeAoBaHUn U 3akoHoAaTeIbCTBO
Poccuiickoii @eaepaumm

B PEryvpoBaHNN UCCAELOBAHMUI MO BO3MOX-  a/lIbHOTO 33aKOHOAATE/bHOro aKTa, Hamnpas-
HOMY pefaKTUPOBAHWIO FEHOMA YE0BEKA. JIEHHOTO Ha PEerynmpoBaHne reHeTUYecKmnx

BmecTe C Tem oueBMAHA HEOOXOAMMOCTb  MCCNENOBaHWIA C yyacTem Yenoseka u 6uob-
npuHaTus B Poccuiickonn @eaepaumn cneun- aHKuHra.
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KoHdumaeHUManbLHOCTb NaLMeHTa 1 npasa
pOACTBEHHUKOB B reHeTUYEeCKUX ucciea0BaHUAX

EnmsaBeta K. MockoBkuHa"™"
00O «buotek kamnyc», Mocksa, Poccuiickas Pepepaums

AHHOTauusa

B cTaTbe paccmatpuBaeTcs KOMM3MS MpaBa NaumMeHTa Ha KOHOUAEHUMANbHOCTb
BPaYoOM W MHTEPECOB €r0 POACTBEHHUKOB 06HAPYXWNTb PUCK 3/10POBbIO paHblLLe, YTOO
HauaTb NeyeHve HesameaMTeNbHO. ABTOP NPOU3BOAMT STUKO-NPABOBOM aHaNW3 Cy-
WEeCTBYOULMX MNONOXKEHWIA, PErYINPYIOLLMX BOMPOCHI, 2 TaKXKe AeNaeT MomnbITKy Nouc-
Ka NpakTUYecknx pelleHnii noBeieHns Bpava.

Moaxon, cornacHo KOTOpomy KOHOUAEHLMANbHOCTb NaLMeHTa MOXET BbITb packpbi-
Ta ero PoACTBEHHMKAM C Er0 COMMACKa, ABASETCH Hanbonee BECCNOPHLIM W NpUem-
JIeMbIM COMIACHO 3aKOHOAATENbCTBY pa3HbIX CTPaH. Bpau urpaet posib NOMOLULHMKA
[191 TOro, 4To6 nepeaaTb MHGOPMALLMIO O TEHETUYECKMX PUCKAX POACTBEHHMKOB Ma-
UMEHTa, Pa3iMuHble MEXaHU3Mbl OCTYMHbI A5 3TOro (Hanpumep, MMCbMO O PUCKaXx,
BO3MOXHOCTb MPUMACUTb POACTBEHHMKA Ha KOHCY/bTALLMIO).

Taknm 06pa3om, KOHPUAEHLMANBLHOCTb — He aBCONOTHOE NPaBo U MOXET BbITb Orpa-
HWUYEHO, HO Kakie OCHOBaHUS 119 3TOr0 BYAyT NPU3HaHbl 3TUYHBIMK? 3aKOHOAATE Nb-
CTBO MPeAnuCbiIBaeT Bpauy COXpaHaTb KOHGUAEHUMANBHOCTb NaLUMeHTa, Npy 3TOM
npodeccroHanbHble 0693aHHOCTM Bpaya 3aKk/oualoTcs B NOMOLLM MOASM B WKPO-
KOM CMbIC/Ie 3TOrO C/I0Ba. B pesynbrate 3700 1 B CBETE TOrO, UTO OH HeceT 6pema 3Ha-
HWS, BPay BbIHYXX/EH NPEOAOEBATb CEPLE3HYI0 MOPAJIbHYH AMNEMMY Y HaXOAWTb
KOMMNPOMUCC: Kak NpeaynpeanTb PUCKU 340POBbS POACTBEHHUKA U laXKe CNacTu ero
OT Pa3BUTUS CEPbE3HBIX 3200/IEBAHNIA 1 HE MOAOPBATbL AOBEPUE MALMEHTA.
3aKoHOAATENbCTBO BO/bLWMHCTBA pacCMaTpMBAEMbIX CTPaH He aeT OTBeTa Ha AaH-
HblIA BOMPOC, NpK3HaBag NpaBo Ha KOHGWAEHLMANBHOCTb He abCOMOTHBIM, HO Mpe-
Ba/IMPYOWMM NPaBOM B CPABHEHUN C MHTEpecamu poACcTBEHHMKOB. [1pu 3TOM HOp-
Mbl MSATKOMO MpaBa paccmaTpuBaioT npobnemy bonee aeTanbHo, npeanaras 6onee
NpOrpeccmBHble NOAXOAbI — B YACTHOCTM, B KOHTEKCTE reHeTUKM NpeyCMOTPETb KOH-
dnaeHUMANBHOCTb Ha CEMERHOM YPOBHE. BbiHeCceHNe Takux NMOAXOL0B U3 aKTOB MAr-
KOro npasa B 06/1aCTb 3aKOHOAATE/ILCTBA, MO3BOIUT CHATb YACTb HATPY3KM MO MPUHS-
TUIO peleHuns C Bpadeii.
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Patient’s Privacy and Relatives’ Rights in Genetic Research

Elizaveta K. Moskovkina™
LLC 'Biotech campus’, Moscow, Russian Federation

Abstract

The article discusses the collision of patient's right to confidentiality and their rela-
tives interests to know a risk to the health earlier and to increase chance to receive
therapy promptly. The author makes an ethical and legal analysis of the existing
provisions governing the issue, and attempts to find practical solutions to the ques-
tion of the doctor-patient relationship.

The approach that privacy can be limited according to the decision of the patient is
the most doubtless according to legislation of considered countries. Doctor’s role is
to assist to share patients’ genetic risks with concerned relatives and explains how
it effects the health and, several tools for this are offered (e.x. letter about genetic
risks with recommendations, opportunity to invite relative for consultation).

So, privacy is not absolute right and can be limited, but in what cases itis ethical?
Legislation orders doctor to save patients’ rights. At the same time professional
duty of physician to help people in a broad sense.

As a result, and due to burden of knowledge doctors are have to overcome the se-
rious moral dilemma and find the compromise — how to inform patients relatives
about risks and even prevent diseases and not to undermine trust of the patient.
The legislation of most of the countries does not answer this question, recognizing
the right to confidentiality not as an absolute right, but as a prevailing right in com-
parison with the relatives’ interests. At the same time, the problem is more detailed
in “soft law” acts and more progressive approaches are proposed — to consider con-
fidentiality on the family level (not individual) in sphere of genetics. Moving such
approaches from soft law acts into the field of legislation will remove part of the de-
cision-making burden from doctors.
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The author suggests changes to the current legislation, in order to resolve the afore-

mentioned issue.
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«[eHemuueckoe «a» IMo 8ce20a «a», Umerouiee
podcmeeHHble C8a3U»

®dunocod Xesep Ynaaoys, 2013

The genetic selfis the connected self.
Philosopher Heather Widdows 2013

BBegeHue

TepMUH «reH» mpowusolwen OT ApeBHerpe-
UECKOro C/10Ba «YEVOG» [reHoc], uTo o3HauaeT
«pOf». YUYACTHWUKM TEHETUYECKMX UCCneno-
BaHWI, Npecnefys xenaHue COXpaHuTb CBOe
3/l0pOBbE, CaMU TOTO He Xenag 3arparnsaror
NHTEPECHI CBOMX BAMXKAMLINX POACTBEHHUKOB,
KOraa nepearoT CBO BromaTepuan Ha TecTu-
poBaHue. BmecTe ¢ 6uomarepuanom Bpauu
(ecnn Mbl TOBOPUM O MEANLMHCKMX FreHeTnye-
CKMX TecTax) U nccnegoBatenm (ecam paccma-
TpUBaATb y4yacTMe B FEHETUYECKMX HayUHbIX
npoekTax) 3anpallvBatoT CBeAeHWs O 340po-
BbE M POAOC/AOBHOI yyacTHMKa/naumneHTa. Ta-
Kne CBeAeHMs MoMoratoT NpoaHasnm3npoBaTb
reHeTmyeckne AaHHble, NoayyeHHble 13 6uo-

marepuana y4acTHMKa, MO3BONSS MOBLICUTH
TOYHOCTb AMarHo3a Wan aenas aHanus bonee
NHPOPMATUBHBIM 1 MONE3HBIM Kak ANS Hay KK,
Tak 1 A1 CaMoro YesoBeka.

KombuHaLng cBeAeHuid, Ko Topble Co0b-
WWA NauneHT 06 M3BECTHbIX emy 3ab6oseBa-
HUAX B CEMbE, U AaHHbIE, MONyYeHHbIE B XOA€
paclindpoBKK ero reHoma, aBagTca bonee
KOMMIEKCHbIM 3HaHWEM, YemM eCTb Yy Camoro
nauueHTa, COCpefoTOUYEHHbIM B pyKax y Bpa-
ua (Piciocchi et al., 2018). Takue cseaeHus
HeobXOAMMbl AN OKazaHWa MeANLMHCKON
NMOMOULM WAV PeLUeHNs UCCNefoBaTeNbCKMX
3ajay. lpn 3TOM, NOMMMO HaKOMNEHUS 3HA-
HMA O 340pOBbE MalMEHTa, Bpay Yy3HaeT
CBelleHnd O 3[10pOBbE €ro POACTBEHHMKOB,
Hanpumep 0 HOCWUTENbCTBE 3aboNeBaHui,
KOTOpble, 6e3yCI0BHO, BAUAIOT Ha 3[40pOBbE
POACTBEHHMKA MauveHTa (aanee Mo Tek-
CTY — POACTBEHHMKA), BAXKHbl MPU NPUHATUN
PENPOAYKTUBHBIX PELIEHUI W CKA3bIBAKTCS
Ha 3710poBbe notomcTea'. To ecTb UcCaenoBa-

'CBA3aHHas TemMa Uccael0BaHuii 0 <HenpaBoMepHoM poxaeHnu» («wrongful lifexs, «wrongful birth»). Bpau
“meeT 0653aTeNbCTBO Nepef TpeTbeil CTOPOHOM (POACTBEHHMKOM NalMeHTa) COOBLNTL O prCKe pas3su-
TUs reHeTnyeckoro 3abonesaHus — aeno Molloy v. Meier. B naHHOM Aene UCTHLLE He CO0BLLMAN, UTO Y ee
pebeHka rereTndecku obycnoBneHHoe 3a6oneBaHne, KOTOPOE MOXET BbiTh 1y ee Byayuinx aeTei. MNosxe
y Hee AeCTBUTENbHO POANACS peBeHOK C TakmMm e reHeTndeckum 3abonesaHuem, kak 1y nepsoro. Cyn
YCTaHOBUJI, UTO Bpay 0653aH Gbin NpeaynpeanTs UCTULY O PUCKe 326071€BaHNS Y KPOBHbIX POACTBEHHN-
KOB—BTOM unc/ey ee Byayuinx AeTei. HencnonHeHme 3Toro Cy/ npusHa XxanaTHblM MOBEAEHNEM Bpaya.
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Teb y3HaeT 6o/blle, YeM emy HeobXxoanmo
[/19 KOHCYAbTaLUMKM ero naumneHTa. Tak, reHeTu-
ueckue AaHHble —3T0 BCeraa JaHHbIe HECKO/b-
KWUX POACTBEHHbIX L.

Mo MHeHWo psiaa nccaefoBaTenei, y Bpaya
noseaseTcs 0693aTeNbCTBO COOBLINTL pOf-
CTBEHHWKY NalMeHTa O PUCKAX ero 340POBbiO
BBM.Y TOrO, UTO Mpodeccus Bpaua ABaASETCS
CaKpabHOW 1 ero y Hero ecTb 0643aTeNbCcTBO
NOMOYb /IIDAAM B LUMPOKOM CMbICAE 3TOro
CNOBa, a B KOHTEKCTE FEHETUKM — MOBbICUTD
NHGOPMMPOBAHHOCTb POACTBEHHMKA O €ro
3[0POBbE W HOCWUTELCTBE FEHETUUYECKMX Ma-
TOTEHHbIX BapWaHTOB. TakoW MOAXOA CTaBWT
Bpauei nepes CAOXKHbIM MOpasbHbIM  Bbi-
6opom. OAHO M3 KNOYEBbIX 0643aTeNbCTB
Bpaya — obecneuntb KOHGWUAEHLMANBHOCTL
JaHHbIX NaLmeHTa KOHGANKTYET ¢ 0bg3aTeNb-
CTBOM COOBLIMTL POACTBEHHMKY NaLMeHTa
0 pUCKax 3[0POBbIO, BbIACHEHHbBIX MO pe3y/bTa-
TaM aHann3a reHeTMUYeCckmx AaHHbIX nauveHTa.

B cTaTbe aBTOp Mpow3BoAMT pasbop mnpo-
671eMbl OTpaHMYEHNS NpaBa MalueHTa Ha co-
XPaHEHNE €ro reHeTUYECKUX AaHHbIX KOHOU-
JEHLUMaNbHbIMWU B MHTEpecax 3[0pOBbA €ro
POACTBEHHMKOB. PaccmatpuBaroTcs  Crefy-
folye BOMPOCHI: AENCTBUTENLHO AW Bpau
BMpaBe peasn30BaTh Takoe OrpaHudeHune?
Bo3naraetca nn Ha Hero Takoe 0643aTebCTBO
JIETaIbHO, WU 3TO TOMbKO 3TUYECKoe CyX/e-
Hue? 1, camoe MaBHOe, KakK peann3oBaTh
NOAXOA MO PaCKPbITUIO PUCKOB 340POBbIO
POACTBEHHMKAM B X MHTEpPECAX, HE HAPYLINB
KOH®UAEHLMANBHOCTL CAMOTO NaLueHTa?

B HacToswen cTaTbe NPOM3BOANTCS aHaM3
HOPMaTMBHbIX aKTOB, MPU3BAHHbIX peryanpo-
BaTb OMWUCAHHYIO Bbille Npobnemy, a Takxe
paccmatpuBaloTcs npeasoxeHus, mo ycTpa-
HEHMIO TakWMX MpaBOBbIX KOAAW3WUIA, U3N0-
XKEHHbIX B @HMN0S3bIYHOM AOKTpUHE. B TekcTe
CTaTbV paccmMaTpuMBatoTCS HOPMbI, MPUHSATbIE
B cTpaHax Eponelickoro Cotosa (EC), CLUA,
BennkobputaHmm, Tak Kak 3aKoHO4aTENbCTBO
yKa3aHHbIX CTpaH OTAMYaeTCs BbICOKOM pas-
BUTOCTbIO B 061ACTU FEHETUYECKMX TEXHOMO-
ruit. Mpu 3ToM 0COBbIN MHTEpeC cocTasaseT
3akoHoaaTenbcTBO Poccum, Tak Kak MocTap-
NeHHaa npobnema yxe CyLecTByeT Ha npak-
TUKE, HO 3akOHOAATeNbCTBO Poccumckom
Pepepaummn B 06/aCTV reHETUYECKUX TEXHO-
JIOrWIA B HAacTOdLLEe BPEMS HAXOAMTCS Ha CTa-
ann dopmmposarus 1 byaeT akTMBHO pasBu-
BaTbCa B 6amxaiive roabl. OaHoON 13 Lenen
nccnefoBaHus  asnsetcd  GopmupoBaHMe
npeanoXeHWin No A0MOAHEHWIO POCCUMIACKOTO
3aKOHOAATeNbCTBA Ha OCHOBaHMK Hambonee
YAAUHbBIX NMPaKTUK, YXKe MPUHATbIX B 3aKOHO-
[ATENbCTBE 3apyOEXHbIX CTPaH ANs peLieHns
NOCTaBAEHHO NPO6AEMBI.

Takxke aBTOp CTaTbM MPUHUMAET BO BHW-
MaHMe yXe CyLllecTBytolMe NpaBONpUMeHU-
TebHbIE aKTbl, CyAEOHYI0 MPaKTUKY, KOTopas
UANIOCTPUPYET NPABOBYIO KOANM3NIO B Pa3HbIX
ee nposBieHnax. B nepsyto ouepenb aBTOPOM
npou3BefeH aHaaM3  aHroA3bIYHON  AOK-
TPUHBI, TaK Kak PyCcCKOS3blYHbIE MCTOUHMKM
He yaenstoT AO/KHOMO BHMMAaHWS MOAHATON
npobaeme.

2«O6pasLibl briomatepmana coaepxar yHUKANbHbIA TEHETUYECKNT KO/, UMEIOLLUIA OTPOMHOE 3HAUYEHWE KaK A5 CaMO-
[0 3TOr0 LA, Tak U A9 ero pOACTBEHHUKOB» (S. and Marper v. United Kingdom, MocTaHoBneHne bonblwoi Manatsl
Esponeiickoro Cyna Ne 30562/04 1 30566/04 ot 04.12.2008 r.). S. u Mapnep npotus CoeanHeHHoro KoponescTea
(S. and Marper v. the United Kingdom): Mocmarosaerue boabuioii Maramel Esponetickozo Cyda no npagam Yearosekd om 4 de-
Kabpa 2008 200a (karobbl NN 30562/04, 30566/04). Pexxum aoctyna: https://europeancourt.ru/resheniya-evropejsk-
ogo-suda-na-russkom-yazyke/s-i-marper-protiv-soedinennogo-korolevstva-postanovlenie-bolshoj-palaty-ev-

ropejskogo-suda/.
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B npeamer HacTosllero uccnenoBaHus
He BK/IKOYEHbl MPABOOTHOWEHWS, CBA3AHHbIE
C KPUMUHANCTUYECKON AeSTeNbHOCTbIO, a Tak-
e aBTOPOM HEe paccMaTpuBalOTCs BOMPOCH
MCMNONBb30BAHMS FreHETUYECKMX AaHHbIX ANS Le-
NIei noucka NpecTynHUKOB, XOTA, 6e3yCNOBHO,
BOMPOCHl BO3MOXHOCTM MAEHTUGUKALMN POA-
CTBEHHMKOB NPU NOUCKE NPECTynHMKa no 6ase
reHeTuyeckux  AarHbix  BosHukatoT (Costello,
2022)**. OaHako perynvpoBaHmne nx cneundmy-
HO ¥ OTAMYAETCS OT YKa3aHHbIX BOMPOCOB, BO3-
HUKLWWX B KOHTEKCTE Hay4HbIX MCCAeA0BaHMIA
YN MEAVUMHCKOW AeATeNbHOCTH, 1 NOAHOLEH-
HOE UX PACCMOTPEHVE BO3MOXHO TO/bKO B Bonee
0ObEMHOM  OTAENbHOM MCCeA0BaHUM. Takke
ABTOPOM MCK/KOUAIOTCS BOMPOChI TaiHbl YCbIHOB-
neHuns (yaouepeHus), kotopas MOXeET BbiTb Ha-
pylleHa B xoje NpoBefeHUs MeANLMHCKOrO re-
HETUYECKOro TECTUPOBAHNS, NS CYXKEHWS TEMbI.
370 elle OAHO W3 HaNpaBAeHWA A8 U3ydYeHUs
NOAXOAOB K PEerynnMpoBaHuio B3aMMooTHOLLe-
HWIA POACTBEHHMKOB C Y4ETOM Pa3BUTHS reHeTH-
YEeCKOro TECTMPOBAHWS, KOTOPOE Tak>Xe 3aTpari-
BaeT He TONbKO BOMPOChI KOHGUAEHLMANBHOCTY,
HO 1 MMeeT 0coboe OTpakeHue B HopMax ce-
MENHOrO 3aKOHOAATeNbCTBA, UTO CYLLECTBEHHO
pacwupsaeT 061acTb ee pacCMOTPEHUS.

[lonxHoe wn3yyeHne MNOLHATOM KOMMNEKC
HOW MpobGAemMbl HEBO3MOXHO 06ecneynTsb
JNLWb 0630POM HOPUANYECKMX HOPM 1 Cyae6-

HOWM NpaKTUKW, NO3TOMY aBTOP MPWBOAMUT He-
KOTOpbIE aprymeHThl M3 061acTn 6UO3TUKM
M «MSATKOrO» Npasa (pekomeHiauni, LoKa-
[LOB KOH®EPEHLMI 1 Np.).

KoHpuaeHUMaNbHOCTb reHETUUYECKUX
AaHHbIX NALUEHTOB

KoHdmaeHUManbHOCTb — OAMH K3 CTONMNOB
YCTAHOBMEHMS  AOBEPUTENbHBIX — OTHOLLEHWIA
MeXay NauMeHToM K BpadoMm. 3awuTol nauw-
eHTa OT HapylleHWIn ero npae, KOTOpble MOTEeH-
UManbHO BO3MOXHbI C MCMONb30BAHNEM AaHHBIX
O ero 340poBbe (Hanpvmep, AVCKPUMMUHALWS,
cTUrMaTV3aLUng), aBageTca 0b693aTenbCcTBO Bpa-
ua CoXpaHaTb KOHOUAEHUMANbHOCTb TaKMx
naHHbix (Dove et al., 2019). MonoxeHve o KOH-
dnaeHUMANbHOCTU COAEPXKMUTCS B [ApeBHeii-
WeMm akTe, ukcupytoLiem obg3atenbcTea Bpa-
ua nepej naumMeHTom — B KNsaTBe lMnnokpaTa.
TpeboBaHne 0 cobnogeHnn KoHbUaeHUMa b
HOCTW AaHHbIX NaUVeHTa B HacTosllee Bpems
OTPaXKEHO B 3aKOHOAATENbCTBE BONbLIMHCTBA
CTpaH MMpa, B YaCTHOCTM B pacCMaTprBaEMbIX
Hamu PO, CLUA, BennkobputaHuu, EC°, a Tak-
Xe Ha MexAyHapoAHOM YpOBHE, W gBASeTCS
BaXKHENWWM MHCTPYMEHTOM 3allMTbl NMpaB Ye-
noBeka B 061aCTV 31paBOOXPaHEHUS B HACTO-
allee Bpems.

Bceobuwaa aeknapaums o reHome yveno-
Beka M npaeax uenoBeka’, OAWH W3 MepBbIX

3 XapakTep ganHbix JHK genaet ux ocobeHHo npobaemaTnyHbIMIK C TOUKM 3peHrs KOHGUAEHLMANbHOCTY
¥ NOApa3yMeBaeT NHTepeckl 6oee WUPOKon BUONOrMUYeCKo rpynbl, Ybs KOHGUAEHLMANBHOCTb 3aTpa-
rMBaeTCs coxpaHeHnem 1 06pabotkoi AHK B KprMmuHanucTuueckmnx 6asax AaHHbix.

“House of lords. (2004). Regina v. Chief Constable of South Yorkshire Police... Available at: https://publications
parliament.uk/pa/ld200304/ldjudgmt/jd040722/york-2.htm

° B EBponeiickux cTpaHax aeictayetT GDPR, KOTOPbI OTHOCUT reHETUYECKME AaHHbIE K «0COBOI KaTero-
pUK NEPCOHANbHBIX JaHHbIX» 1 MPU3HaeT 0693aHHOCTb COBAEHUS pexXUMa KOHOUAEHUMANBHOCTH
ang nauventa. ABC v St George’s Healthcare NHS Trust, South West London and St George’s Mental
Health NHS Trust, Sussex Partnership NHS Foundation Trust (2020) EWHC 455 (QB). Case No: QB-2013-

009529. In the High Court of Justice Queen’s Bench.

5 O0H. (1997, H096pb11). Bceobuas feknapaumns o reHome YenoBeka 1 NpaBax yenoBeka. Pexuvm gocty-

na: https://www.un.org/ru/documents/decl_conv/declarations/human_

enome.shtml
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NOKYMEHTOB, HaMpaBAeHHbIX Ha  3aluTy
npaB uenoseka B 061ACTW TeHETUKMW, Mpes-
nucbiBaeT paboTaTb C reHeTUYeckUMKU AaH-
HbIMW YesoBeka C COBMAEHNEM MNpaBw
0 KOHOUAEHUMANbHOCTU. MexayHapoaHas
Jeknapauns o reHeTUYeckux AaHHbIX Yenose-
Ka TakxXe COAepXMT TpeboBaHWa MnonyyeHns
MHGOPMMPOBAHHOTO COrMacus Ha reHeTude-
CKOe TeCTMpOBaHME KOHKPETHOTO YYacTHWMKA
WAW NaLUMeHTOB, HanaraeT 3anpeT Ha ANCKPY-
MMHAUMIO YUACTHWUKOB C MCNOb30BAHMEM re-
HETUUECKMX AaHHbIX U TpebyeT cobaoaeHns
KOHOUAEHLMANBHOCTU TaKUX AaHHbIX MUccne-
[0BaTENSIMUN 1 BpaYaMML.

CTOWT TaKkxXe OTMETUTb, UTO COB/OAEHNE
KOHOUAEHUMANBHOCTU  AaHHbIX  MNalueHTa
ABNSIETCSA ero NpaBoMm, a AOCTUraeTcs 3a cyet
«3epKafibHoro» 0643aTenbCcTBa Bpaya Uan Uc-
cnepoatens (a Takxke UHbIX y4aCTHUKOB' npa-
BOOTHOLUEHWIA, KOTOpble MOAYYMAM AOCTYN
K TakUM AaHHbIM A5l OKa3aHus ycayri) —oba-
3aTenbCTBa 3allMLaTh ero AaHHble, OrpaHu-
YMBaTb BO3MOXHOCTb TPETbUX NN, NONYUUTH
K HWM docTyn. W Takol noaxod 3akpenseH
Ha MeX/JyHapo4HOM YpPOBHE, a TakXe aHa-
NorMyeH B GO/bWMHCTBE PaccMaTprBaeMbix
topucankumin (Forrest, Delatycki, Skene, &
Aitken, 2007).

B CLLA Ha desepanbHOM ypoBHE BOMPOCHI
obecneyeHns KOHOUAEHUWANBHOCTA MeAu-
UMHCKON MHbopmauum (B 4acTHOCTM, reHe-
TUYECKOM) peryampyeT 3aKoH 0 MOBUABHOCTY
M NOAOTYETHOCTWN MEAMLMHCKOro CTpaxoBa-
HWS®, @ UMeHHO ero pasgen lNpaBuao O KOH-
¢uaerumnansHoctn (Privacy Rule). B cooTset-
cTBUM ¢ [paBuaom KoHOUAEHLMANbHOCTY

NS UCMONb30BaHMUS M PaCKpbITUS 3aLlLMLLEH-
HOW  MeAMUMHCKOW WHGOopMaumum noMMUMO
uener neyeHus, onnatel U MeAMUMHCKUX
onepauuii 06bIYHO TpebyeTcs MUCbMEHHOE
paspelleHne, COOTBETCTBYylOLLEE 3akoHoAa-
TeNbHbIM TpeboBaHUAM 1 MOANMCAHHOE Yeno-
BEKOM.

B EC 6bin npuHaT O6wwmin pernameHt EC
no 3awmte aaHHbIx (GDPR), KoTopbii coaep-
XUT B cebe MOoNoXeHWsa, peryavpyrouime 3a-
WMNTY reHeTUYECKUX U MEAVLIMHCKUX AaHHbIX
NauUMeHToB, a TakxXe B KaXXA0W OTAeNbHO B3s-
Toi cTpaHe EC peiicTByeT cBOe HalMOHa/b-
HOe 3aKOHOAATEebCTBO MO AAHHOMY BOMPOCY.

Haunbonee nonHoe peryamposaHue BOMpo-
ca He ToNbKO cpeaun cTpaH EC, HO u B cpaB-
HeHuwn ¢ 3akoHoaatenscteom CLUA v Poccum
3adukcnpoBaHo Bo ®paHunm. PaHee B peko-
mMeHgaumax B 1995 n 2003 rogax 6bi10 yka-
3aHO, UTO KOHOUAEHUMANbHOCTb MaLMEHTOB
HW NpW Kakmx 0B6CTOATENbCTBAX HE MOXET
6bITb HapyLieHa. Bonpoc cemeiHoro packpbl-
TUS TeHETUYECKMX 3a601eBaHNI Bbi/1 BNepBble
paccMOTpeH B 3akoHe OT 6 aBrycta 2004 roaa
Kak uyacTb 6o/ee WMPOKOTO 3aKOHOMpoeKTa
0 pedopme, NOAYUMBLLENO Ha3BaHMeE «3akoH
0 BU1O3THKE>.

C 20711 rona Bo ®paHunm npuHaT Kosekc
06LLeCTBEHHOrO 3apaBooxpaHerns: L1131-1-2.
Ob6HapyseHmne nboro cepbesHoro 3abone-
BaHMsg € nomolubto aHaamnza AHK wopuanye-
CKM 06s3biBaeT NaLMeHTOB MHbOPMMPOBAThL
CBOVIX POACTBEHHWKOB O FeHEeTUYECKMX pu-
cKax, Korga 3TO aKkTyalbHO Ang WX 340pO-
Bbsl, HANpMMep B C/y4ae TAXeNoN reHeTnye-
CKOM aHOManuu, KOTOPY MOXHO BblAeUUTb

7 BpauebHag TaliHa pacnpoCTpaHIeTCst HEe TONbKO Ha BPayel, HO U Ha BCEX MEANLIUHCKIX PABOTHUKOB — HE TO/bKO
Ha Bpaya, HO 1 Ha BCeX, KTO MOYUWA JOCTYM K HEt BO BpEMS OKa3aHUs MeANLIMHCKOR YCAYTU NaLyeHTy — Hanpumep,
COTPYAHIKOB PerncTpaTypbl, MEANLIMHCKIX CECTep, COTPYAHWNKOB N1ab0paTopum, BbIMONHSIOWMX aHAIU3bI.

& Health Insurance Portability and Accountability Act 1996 (Public Law 104—191-AUC. 21,1996). Available at: https://www
govinfo.gov/content/pkg/PLAW-104publ191/pdf/PLAW-104publ191.pdf
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WNIW NpefoTBpaTUTb, B TOM 4uCae MOCpea-
CTBOM  TEHETUYECKOrO  KOHCYNLTMPOBAHMS.
Ecv naumeHT cam He XenaeT 3HaTb pesy/ib-
TaTbl CBOEro reHeTMYecKkoro TecTMpOoBaHMS,
C cornacma naumeHTa MeauuMHCKUiA paboT-
HUK MHPOPMUPYET €ro YNEHOB CEMbU O HOCK-
TENbCTBE MATOrEHHbIX BAPWUAHTOB WMAN MHBbIX
PUCKOB 3[0POBbI0. MeANUMHCKNA paboTHUK
OTNpaBngeT 3Ty MHGOPMaLLMIO MUCbMOM ufe-
HaM CembW 1 nNpeasaraeT UM CBA3aTbCs C HUM
M MONYUNTb HEOBXOAMMYIO WUHGOPMALLUIO
A9 AaNbHEALWEro YyTOUHEHUS PUCKOB 1 HEO6-
XOAMMOrO fleYeHms.

[MTpUHATbIE MONOXEHMS OCHOBAHbI Ha MPUH-
LMnax cobaaeHns npasa nauneHTa pewatb
CaMOCTOATE/IbHO:  pacckasaTb O pe3y/bra-
Tax TecTMpOBaHWS CBOWUM POACTBEHHMKAM
NN NPeAoCTaBUTb 3TO NPaBO Bpady. Takxe
YYUTHIBAETCH XapaKTep TreHeTUYeckon «Ha-
XOAKW» — PACKPbLITUIO NMOANEXAT pe3y/bTaThl,
CBWAETENLCTBYIOWMNE O Cepbe3HbiX 3ab60-
NIEBAHNSAX, KOTOpPble MOTYT 6biTb M3/1EUeHbl
NN PaHHEe NX ANArHOCTUPOBaHWE U paHHee
NleyeHne npuBedeT K CYLLeCTBEHHOMY Yayu-
WEHWIO COCTOSHMS. bonee Toro, yumTbiBaeTCs
1 60ee TOHKWUI MOMEHT — NaLumMeHTa cnpatim-
BAIOT, SBNSETCS M OH AOHOPOM SNLEKNETOK
WAW Cnepmbl, UTOBbl OLEHWUTb BO3MOXHOCTb
npeaynpexaeHns puckos ero 6uosnoruue-
CKUX LETEN.

Ecam roBopuTb O pOCCUMIACKOM 3aKOHOAA-
TeNbCTBE, TO B HEM AAs obecrneyeHuns KoH-
dMAEHUMANbHOCTM  AAHHBbIX  CyUleCcTByeT
HECKONIbKO MapanfnesibHO NpUMEHSeMbIX topK-
ONYECKUX KOHCTPYKUMUIA: WMHCTUTYT Bpaueb-
HOW TalHbl U MNONOXEHWS 3aKOHOAATENbCTBA
0 NepcoHanbHbiX AaHHbIX. B Poccuiickoit Pe-

aepauny 0643aTenbcTBo cobnoaaTh KOHGU-
NeHUMANbHOCTb AaHHbIX NalMeHTa 3akpene-
Ha B CT. 13 @3 «O6 oxpaHe 340p0oBba»’ 1 B CT. 7.
PenepanbHOro 3akoHa oT 27.07.2006 Ne 152-
@3 «O nepcoHabHbIX AaHHbIX»'° (nanee — O3
«O nepcoHanbHbIX AaHHbIX»).

B nepBom c/yuae npeaycMmoTpeHa obg3aH-
HOCTb XpaHWTb BpayebHylo TaiHy. [aHHoe
NoAOXeHNe NPUMEHVUMO K psiily C/ly4yaes, KOr-
[a Bpay paboTaeT C MeAULMHCKUMMN AaHHbI-
MW MauveHTa, Hanpumep AaeT KAMHUYEeCKyo
KOHCYNbTALMIO Ha OCHOBaHMW pe3y/braToB
reHeTuyeckoro TecTa. [lonoxeHne paccma-
Tpusaemoro @3 «O6 oxpaHe 3/40pOBbI» pac-
NPOCTPaHSETCA MMEHHO Ha OTHOLLIEHWS, BO3-
HUKaloLIME MeX/Ay BpavyoM W NauuveHTOM
B npolecce npefocTaBieHns MeanLUHCKON
nomolmn. @3 «O nepcoHasbHbIX AaHHbIX» NMe-
eT 6o/ee LWNPOKOe NPUMEHEHKE, Tak KaK BbIXO-
VT 32 npeaenbl MeAMLIMHCKON 0bnacTu, pac
NpoCcTpaHas CBOe J[EeNCTBME Ha KOMMAHWK,
paboTatoline B 061aCTN HayKu, — Koraa ncene-
[IOBAHME HOCUT UCK/IHOUUTENBHO HAyUHbIA Xa-
paKkTep 1 He CTaBWUT CBOEN LIENbIo MOUCK 3a60-
NeBaHNIA Y yuacTHUKA, a, Hanpumep, HalleseHo
Ha obcnefoBaHne MONyASUMM  KOHKPETHOM
MecTHocTu. B Takom cayuae cT. 7 @3 «O nep-
COHa/IbHbBIX AAHHbIX» MPUMEHUMA W NPeabaB-
NSeT TpeboBaHMA O COXPaHEHUN KOHOUAEH-
UMaNbHOCTY IaHHBIX YYaCTHMKA, BCTYMNMBLLErO
B MCCNefoBaHMe, Tak Kak opraHm3alus, npoBo-
Aalas Takoe UccnefoBaHme, CTaHOBUTCS orne-
paTOPOM MEPCOHA/bHbLIX AaHHbIX MO CMbIC/Y
yKa3aHHOro 3akoHa. CToUT OTMETUTb, UTO laxe
B MONYASLUMOHHBIX TEHETUUYECKUX MCCenoBa-
HUAX Tak>Ke MOXET OblTb BbISIBNIEH PUCK 310PO-
BbIO KaK CaMOoro YesioBeka, Tak 1 ero poACcTBeH-

° MedepanbHblli 3aKoH om 21.11.2011 No 323-D3 «O6 0cH08aX 0XpaHbl 300p08ba 2paxdar & Poccutickoii Pedepayu». Pexim

poctyn: http://www.kremlin.ru/acts/bank/34333

° DedepanvHbili 3akoH om 27.07.2006 N0 152-D3 (ped. om 06.02.2023) «O nepcoHarbHblx daHHbIx». Pexxnm goctyna: http://

www.kremlin.ru/acts/bank/24154
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HUKOB. HayuHble WcCnefoBaHWA, B pamKax
KOTOPbIX He MnpeanosnaraeTcss okasaHue Mme-
OMUMHCKON MOMOWM (HO M3yyaeTcs reHom
yenoBeka, TO €eCTb 3aTparvBaloTcs AaHHble
0 340pOBbE), He perynupytoTcs Hopmamu @3
«OB6 oxpaHe 30pOBbA», HO MPK 3TOM K TaKuUM
OoTHoWweHuaM npumeHsetcs @3 «O nepco-
Ha/IbHbIX AaHHbIX». XOTA LEeNblo Takux mccie-
[IOBaHW1 0BbIUHO ABNAETCA MOMbITKA HAKOMUTD
Hay4YHOe 3HaHWe 415 Pa3BUTKS 1 NOBbILEHNS
3QDEKTUBHOCTI CUCTEMBI 3[,pABOOXPAHEHMS
B LLE/IOM, @ He OTAENbHbIX Y4aCTHNKOB.

OpHako MpaBo Ha KOHOWAEHUMANBHOCTb
MeAMLMHCKMX AaHHbIX, U B YaCTHOCTU TeHe-
TUYECKMX, HE ABNSETCS abCOMOTHBIM NPaBOM
uenoBeKa, Kak NokasblBaeT NpakTuKa.

B nepsyto ouepenb KOHOUAEHLMANBHOCT
MOXET ObiTb OrpaHMueHa C cornacKs camoro
naumeHTa — ecau OH SIBHO BbIpa3ua paspe-
WeHWe Ha nepeaady ero MeanuUMHCKUX AaH-
HbIX €ro poACTBEHHMKAM W yKa3an Wx B A0-
6pPOBONLHOM  MHOOPMUPOBAHHOM COMACUN.
OfHaKo Aaxe Npu Takow CUTyalUmmn 3a4acTyto
BpauM CuMTaloT TNpeBaaupytollen 06s3aH-
HOCTbIO  COB/MOAATb  KOHOUAEHUMANbHOCT,
0 uYem CBUAETENbCTBYET paf Aen, paccma-
TPVBAEMbIX BbICLUIMMM CyAaMK Pa3HbIX CTpaH
(8 TepmaHum — PeweHne BepXoBHOro cyaa
1983 1. (Lytvynenko, 2020)", 8 Poccumn — Pe-
weHwne KoHctutyumoHHoro Cyaa o113 ssHBaps
2020 1. N0 1-112),

3akoHoAaTeNbCTBO BOMBbWMHCTBA paccma-
TpUBaeMbIX CTpaH onpedenseT nepeyeHsb

UCKIIOYEHWIA, MPU  KOTOPbIX KOHOUAEHLM-
A/IbHOCTb eHETUYECKMX [aHHbIX MOXET BbiTb
NpaBOMEPHO HapylieHa. B bonblieit cTeneHm
3TO CUTyauuu, NpW KOTOPbIX OrpaHMyeHus
KOHQWAEHLMANBHOCTU FeHeTUYEeCKNX AaHHbIX
KpyUManbHbl A5 COXPAHEHNS MYBANUHBIX UH-
TepecoB. Ha Takom noaxone 6asvpyetca BCs
06/1aCTb NPaBOOTHOLIEHWA MO MOUCKY Mpe-
CTYMHUKOB Ha ocHoBaHun AHK un cospaHue
reHeTUuecknx 6as AaHHbIX ANS KpUMKUHANW-
CTUYeCKMX Lenen. Ho MOXHO v cumntaThb npa-
Ba POACTBEHHWMKOB YYaCTHMKA FEHETUYECKMX
NCCNefoBaHUI WAV NauneHTa, NPoXoasLLero
TeCTUpOBaHue, Ny6AUUYHbBIMKM  UHTEpecamu?
[lo MHEHW0 aBTOpa, 3TOT BOMPOC ABASETCH
[NUCKYCCUOHHbIM 1 MMEEeT pSA apryMeHTOB
KaK 3a, Tak 1 NpoTMB. POACTBEHHMKM NaLMeH-
Ta, C OAHON CTOPOHbI, ABASHOTCS OBLLHOCTbIO
CO CBOMMMU MHTEpecamu, 1 3aKOHOLATENbCTBO
COOEPXUT B cebe MprMepbl 3alLWTbl NPaB 3T0

O6LIECTBEHHOM TPYNMbl — Hanpumep, WH-
CTUTYT CcemelnHon TaiHbl. C Apyroi CTOPOHSI,
POACTBEHHMK MalMeHTa, 3aMHTepecoBaH-

HbIi B pe3ynbraTe reHeTUYeckoro aHanusa,
MOXET BbITb TONbKO OAHUM ANLOM, @ 3HAUYNUT
naxe no GopmanbHOMy MpUsHaKky He aBaseT-
Csl OBULHOCTBIO, 1 OH MbITAeTCA peann3oBatb
CBOV MHAVBUAYANbHBIE MHTEPECH, 3anpaliu-
Bad AOCTYN K AAHHbIM.

[o3ToMy aBTOpPOM 6bll NPOM3BEAEH MOMCK
HOPM MpaBa, OrPaHUUYMUBAIOWNX KOHOUIEH-
LMaNbHOCTb TEHETUYECKUX AAHHBbIX UMEHHO
BBWY HEOBXOAMMOCTY 3aWMNTbl POACTBEHHN-

" Bundesgerichtshof (BGH). (1983, March 31). Zur Frage, inwieweit den Angehirigen bzw. Erben eines verstorbenen Pati-
enten ein Recht auf Einsichtnahme in die Krankenpapiere zusteht (VI ZR 259/81). Available at: https://dejure.org/dienste/
vernetzung/rechtsprechung?Text=NJW%201983,%202627

2 Noctaronerune KoHctutyumnorHoro Cyaa P® o1 13 sHeaps 2020 . No 1-I1 «[1o Aeny o npoBepke KOHCTUTYLMOH-
HOCTW YacTel 2 1 3 cTaTby 13, NyHKTa 54acTu 5 cTatbh 19 nyactn 1 ctatbn 20 PesepanbHoro 3akoHa «06 ocHoBax
oXpaHbl 340p0BbA rpaxaaH B Poccuiickoint Pegepaunm» B cBa3n € xanobon rpaxaarkn P.L. CBeUHNKOBON». Pexxnm
noctyna: http://publication.pravo.gov.ru/Document/View/0001202001140003 Bpauun He nepepaBanvt MeAWULMH-

CKMe [laHHble YXe YMepLIero nalneHTa ero cynpyre HeCMOTPS Ha To, YTO OH yKa3blBaa ee Kak JoBepeHHoe nL0
B 106pOBONbHOM UHGOpMUpoBaHHOM cornacun. KC PO npusHan Takoii NoAX0A HE3aKOHHbIM.
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Ka. AHann3 nokasan, uto PpaHuns gengercs
€IMHCTBEHHON CTPaHOW, TA4e 3akoHOo4aTeNb-
CTBO MPEeANUCHIBAET KOHKPETHble AeiCTBMS
N0 MHGOPMUPOBAHNIO POACTBEHHMKOB. HIKa-
Kne Apyrve onpefeneHHble B 3aKoHoLaTe b-
ctBax CLWIA, EC, Benukobputanun n Poccum
UCKIOUYEHNS He MpeLyCMaTpUBaKOT BO3MOX-
HOCTb OrpaHuMyeHus KOHOUAEHUMANBHOCTY
nauMeHTa B MO/b3y ero poACTBEHHMKOB. Ta-
Kyl0 CUTyalmio MOAYEPKMBAOT M HEMHOMo-
YNCNEHHbIE WCCNEAOBAHUS B POCCUIACKOW
IOpUANYECKO nuTepatype, npeanaras npu-
HATWE OTAENbHOro 3akKOHa O ToCyAapCTBEH-
HOM pEerynMpoBaHuM NpoLeaypbl packpbiTus
nHdopmaumm poacteeHHnkam (Caxmnrape-
eBa, 2020). Mo Hawemy MHeHUo, NPUHATHE
OTAENbHOTO 3aKoHa MO JaHHOK Teme Heobo-
CHOBAHHO B CUJY €€ Y3KOTO NPUMEHEHWS.

[pvBefeHHbIA aHaNn3 3aKoHOLATe/NbCTBA
MOKa3bIBAET, UTO A5 PACKPBITUS PE3Y/bTATOB
reHeTMYyeckoro TeCTUPOBAHMUS POACTBEHHM-
Kam HeobxoAMMo cornacue naumexTa. M ato
0bWMWiA  noaxod, KOTOPbIA  MpHUMeHseTcs
[0S PacKpbITUs Mobo MeANUNHCKON NHbOP-
MaLnu, He y4uTbIBaOLWMNIA cneunduky reHetmn-
UECKUX laHHbIX. B BONbLIMHCTBE CTpaH Meau-
LMHCKME pabOTHNKU HE HECYT CYLLLECTBEHHbIX
0bg3aHHOCTEN nepen  toAbMK,  KOTOpble
He 06palllasnch K HAM 3a MOMOLLbIO, W NO3TO-
MY He SIBNSeTCa UX OCHOBHOM 06A3aHHOCTbIO
(Takxe) CNyXuTb MHTEpecam 340pOBbS POA-
CTBEHHUMKOB CBOMX nauuneHToB (Fox, Spencer,
& Torkamani, 2018).

CynebHas npakTuka no paccmarprBaemon
npobneme 6bina 4OCTATOUHO NPOTUBOPEUNBA,
W CyabW NO-pasHOMY MPUHUMANW peLLeHus
He TO/IbKO O CaMOM aKkTe packpbiTUS AaHHbIX,

HO ¥ 0 crnocobax MpakTUYecKon peanusa-
LW, B 04HMX U3 NepBbix CyaebHbIX pelleHni
1990 roga (Pate v. Threlkel® u Safer v. Estate
of Pack™) cyabl NpuwAn K BbIBOAY, YTO Bpay
06s3aH npeaynpesnTs O pPUCKE pPa3BUTUS
reHeTuyeckn  obycnosaeHHoro  3abonesa-
HUS Y POACTBEHHUKOB nauuneHTa. Mpu 3Tom
B NEPBOM fIENIe Cy/l YKa3biBai Ha TO, YTO Takas
0693aHHOCTb  ByAeT cuMTaThCd  WCMOMHEH-
HOW, €C/M Bpay CKaXeT CBOEMYy MaLUeHTy
0 TOM, YTO Y €r0 POACTBEHHUKOB €CTb PUCK.
Bo BTOpPOM paccMaTpuBaemom aene cya Uaet
Janblie — ykasbiBas Ha 0693aTeNbCTBO, NOMbl-
TaTbCA CBA3ATHCH HAMNPAMYI C POACTBEHHU-
KaMi NaumeHTa, KOTopble HaxoaaTca B rpyn-
ne pucka. Mpn 3TOM HEOBXOAMMO OTMETMUT,
uTo Aeno Safer v. Estate of Pack 6bi10 nepecmo-
TpeHo B 2001 rogy nocie npuHATUS 3aKoHa
0 KoHbuaeHUMansHocT B Hbto-[xepcyn (Ko-
TOPbI CXOX MO COAEPXKAHMIO C MONOKEHUAMM,
COAEPXALLMMICH B MO3XKE MPUHATOM aKTe
HIPPA), n yxe cya yKkasan, uto 0693aHHOCTH
CBA3bIBATLCA C POACTBEHHMKAMM A5 cooblie-
HUS O PUCKAX 3[40POBbIO Y Bpaya HeT.

B pewenun ABC v St George's Healthcare NHS
Trust and Others 2021 roaa cya Beankobputa-
HUW HE COMAcKCA C MNO3ULMEN UCTULbI, KO-
TOpas CuMTana, Yto Bpay ee oTLa AO/XeH Obin
COOBLMUTL € 0 TOM, YTO OH CTpafaeT oT 6o-
NE3HN XaHTVHITOHA, BBUAY TOrO, YTO 3TO B/IU-
AeT Ha ee 3[10POBbE U Ha 3/0POBbLE ee JeTeN.
OTel, 3a89BM Bpayy, UTO OH HE XOUET packpbl-
BaTb JaHHbIe O CBOEN 60Ne3HMW, Tak Kak 3Hasl,
UTO ero 404b 6EpPEMEHHA, W, Y3HAB O IMArHO3e,
oHa npumeT pellermne 06 abopTe. Cyabs obpa-
TN BHUMAHWE, YTO Bpay NPUHUMA pelleHmne
0 HepasmalweHnn AaHHbIX OTLa UCTWLbI No-

= Supreme Court of Florida. (1995, July 20). Pate v. Threlkel (661 So.2d 278). Available at: https://law justia.com/cases/

florida/supreme-court/1995/84289-0.html

" New Jersey. Superior Court, Appellate Division (1996). Safer v. Estate of Pack (677 A.2d 1188). Available at: https://
www.courtlistener.com/opinion/2089347/safer-v-estate-of-pack/
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CNe BbIHECEHWS aHHOTO BOMpOCa Nepe 3Tu-
yeckum komutetom (Foster & Gilbar, 2021).

B wupoko obcyxpaemom aene Smith v.
University of Leicester NHS Trust™ 2016 roaa cya,
BennkobputaHum 0TKAOHWA UCK TPOKOPOAHbBIX
6paTheB M cecTep nauWeHTa o HempeaocTas-
NIEHUW MALWEHTY TOYHOTO ANATHO3a, B PE3Y/b-
TaTe Yero y UCTLOB 6bi10 Bbl AMarHOCTMpOBa-
HO HacneacTBeHHoe 3abonesanue (Fay, 2017).
McTubl yTBEPXK NN, UTO OTKa3 Bpauei npo-
BECTV TECT NPUUUHIA BPe, 1 UTO OHU 0b643a-
Hbl MPOSIBAATL OCTOPOXHOCTb B OTHOLIEHUM
POACTBEHHMKOB NaumeHTa. 1o Haliemy mMHe-
HWIO, MOAXOA COOTBETCTBYET 06LEi TeHAeH-
LMK B 061aCTW 3[paBOOXPAHEHNA: YCUNEHWE
NPWHLMNA aBTOHOMUMW MALWEHTA U CHUXEHWE
poAv Bpaua kak HacTaBHMka. OfHaKo psj 3Tu-
UECKMX KOAEKCOB M PEKOMEHATENbHbIX AKTOB,
JEVCTBYIOWIMX B HACTOSLLEE BpeMS, BCE elle
noApasymeBaloT MOpajbHbIM JOAMOM Bpaua
OrpaHnUNTb KOHOUAEHLUMANBHOCTD NaLlyeHTa
1 COOBLNTL MHDOPMALLMIO O PUCKE Pa3BUTUS
reHeTMYeckoro 3aboneBaHns ero poACTBEHHN-
Kam B C/lyuae, ecain HapyLieHue nepeoro npa-
Ba HeCeT MeHbLIWIA Bped, YemM HecoobLleHne
UNEHY CEMbW MHDOPMALLMMN O PUCKE 3[0POBbIO.

C Hayana 2000-x cyabl NPULLAN K EAUHOMY
BbIBOAY O TOM, UTO KOH®UAEHLMANBHOCTb Ma-
LMEHTA HE MOXET 6biTb HapylleHa B Mob3y
ero poACTBEHHMKOB 6e3 ero cornacus Ha 370,
NpoAOXKas WAL, 3aN0XEHHYIO B 3aKOHOAA-
TenbcTBax cTpaH. CyaebHas npakTmka HeMHo-
FOUYNCNEHHA, HO B HACTOSLLEE BPEMA MOAXOA
eVH, 1 C YUEeTOM, YTO 3aKOHOAATENbCTBA pas3-
HbIX CTPaH Take eanHO006pa3Hbl, OCHOBaHMI
0XunaaTh, uTo B BAMXKalillee Bpema nosaBsTca
nepenomHble cyaebHble peLlieHns, y Hac HeT.

UHTepechbl poaCcTBEHHUKOB MO NOMYUYEHUIO
CBeJeHMi1 0 puckax 3aboneBaHus

XoTd topuanyeckne 06493aHHOCTM Bpava
B MepByl0 ouepeflb COCPEeAOTOYEHbl Ha WH-
Tepecax OTAE/NbHOro nauveHTa, B AOKTpUHE
npeanaraeTca paclimpuTb Takue ob6g3aHHO-
CTW UMEHHO B rEHOMHON MeanUMHE C UHAW-
BUAYA/IbHOTO YPOBHS HA CEMENHbIN.

KoHuenums, cornacHo KOTOpPOW Bpay nMeeT
Kakne-nnbo 06s3aTenbCTBa nepes TpeTbrmy
AnLamn, KOTopble Aaxe He SBAATCS ero na-
uMeHTamu, bbina chopmrpoBaHa paHee 1 sB-
nseTca bonee WMPOKOWA KOHCTPYKLMENR, Uem
paccmaTpuMBaeTCs B HacToswel cratbe. Ha-
npumep, cornacHo ctatyTty Tapacosa®, cdop-
MYAMPOBaHHOMY cyaomM KanudopHun elle
B 1976 T, CyAOM 6blN0 ONpeaeneHo, UTo Bpay
NO/KEH MpeAnpuHATbL AeWCTBUS ANS 3alu-
Tbl TPETbUX AWL, €CAN emMy CTann AOCTYMHbI
CBeAeHMs, no3Bonsiolne emy MAeHTUOUUN-
poBaTb MU0, KOTOPOMY FPO3UT OMACHOCTb,
1 Npy HEOBXOAMMOCTW pau 3TOro OH Brpase
HapyLWKTb BpayebHyto TaiHy U KOHPUAEHLN-
a/lbHOCTb €ro NaumeHTa.

Takoi noaxon 6asnpyeTca Ha HEeCKONbKMX
npuHUMNAX: NPUHUMNE B3AaUMHOCTW U MPUH-
umne nonb3bl (Parker & Lucassen, 2004). le-
HeTuueckas MHhOpMaLMS, 32 UCKAYEHUEM
HEKOTOPbIX CUTYaLMUIN, HOCUT CEMENHbIA Xa-
pakTep, MMEHHO MO3TOMy MpW MepcoHab-
HOM KOHCYAbTMPOBaHWUW Bpay-reHeTuK, co-
6upas aHamHes, y3HaeT Yy CBOEro nauueHTa
06 M3BECTHbIX emy 3260/1eBaHNgX ero poj-
CTBEHHWMKOB. B paje cnydyaes ang npoBeaeHms
reHeTNYeCckoro TeCcTUPOBaHMUS U YTOUHEHUS
HesACHbIX AaHHbIX Bpay pekoMeHAyeT npoBe-
CTV TEeHEeTUYECKMIA aHaNN3 «TPUO», 3TO 3HAYUMT,

> England and Wales High Court. (2016). Smith & Another V University of Leicester NHS Trust. Available at: http:/ /www.

bailii.org/ew/cases/EWHC/QB/2016/817.html

“Supreme Court of California. (1976, July 1). Tarasoff v. Regents of the University of California (S.F. No. 23042). Available
at: https://law justia.com/cases/california/supreme-court/3d/17/425.html
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uTO MOMUMO MauueHTa Buomatepuan npem-
flaraeTca caatb 1 ero 6AMKailuMM poaCTBEH-
HUKaM, Hanpumep pebeHKy 1 ero poanTensm
WIN POACTBEHHMKAM AN COBMECTHOMO aHa-
nm3a. Takum 06pasom, yxe Ha nepBoHayaslb-
HOW KOHCYNbTALMW 3aTParvBaloTCs UHTEPECH
POACTBEHHWKOB MalMeHTa, Tak Kak MauueHT
coobuiaeT Bpady WHdopmaumio 06 nx 3abo-
NIEBAHMAX A8 NONyUYeHUs Bonee TOUHOro pe-
3yabTaTa U nedenns ana cebq. Tak, naumeHT
NOMYYAET MOMb3Y OT CEMENHbIX FEHETUUECKMX
JAaHHbIX, 1 6blN0 Bbl CMpaBeaaVBO B3AUMHO
NOAENUTLCS pe3ynbTaTamMi CBOEro TecTUpo-
BaHMWA C POACTBEHHMKAMM, ECAN STO NO3BOAUT
YAYULIWUTb UX KAYeCTBO XKM3HU UK Aaxe cna-
cn ux (Knoppers, 2002).

Bonee Toro, Takasa KOHLENUMS LWWMPOKO NOA-
[EePXKMBAETCS HEKOTOPbIMM UCCIEe0BATENAMM
B coBpemenHoin nutepatype (Grill & Rosén,
2020) n obliectBeHHocTbio (Breitkopf et al,
2015; Breitkopf et al., 2018). IHK He cneayeT
cunTaThb YaCTHOWM COBCTBEHHOCTHIO OAHOTO
uenoseka. «[lomkHa ObiTb BOIMOXHOCTb MH-
$opmMMpoBaTh ApYyrux, y Koro ectb yacts JHK
uenoBeka, a MMeHHO 6KONOrMYecKnUX pof-
CTBEHHWKOB, O PUCKaxX Al UX COBCTBEHHOTO
3[0pOBbsl, a TakxXe NpefocTaBasTb UM f0-
CTYN K reHeTUYeCkon nHbopmaumm, Kotopas
npuHaanexunT Bcein cembes» (Wertz, Fletcher,
& Berg, 2003). O xapakTepe reHeTM4yecKkom
MHPOPMALIMK KaK O «CEMEMHON «CoBCTBEH-
HOCTW» paccyaaeTt v cya VicnaHamu B cBo-
em WKUpoKko obcyxaaemom aene Ragnhildur
Cudmundsdéttir v. The State of Iceland”
2004 ropa. B ykasaHHOM pene wcTel 3asB-
nana TpeboBaHme Ha UCKIOUYEHNE AaHHbIX ee
YMepLIEro 0TUa C UEe/blo COXPaHWUTb KOHOU-
JeHUManbHOCTh ee aouepu. CyllecTByOLW WA
Ha TOT MOMEHT 3akoH N° 139/1998 no3sonan

nomellath 61oobpasLbl B 61obaHK 1 coxpa-
HATb MHQOPMALIMIO O HWX B 6a3ax AaHHbIX,
npu 3TOM He npefycmaTpuBas BO3MOXHO-
CTW POACTBEHHWKOB BOCMPOTUBUTLCS 3TOMY
1 3a89BUTb NPOTECT, TpeboBaTb UCKMOUEHNS
6uoobpasLos U3 6robaHka. PeweHnem Bep-
XOBHOro cyna WcnaHamm 6bi10 YAOBNETBO-
PEHO 1CKOBOE TpeboBaHWe 1 MOCTaHOB/EHO,
UTO Y NOTOMKOB YMepLLEro, Ybk bromatepma-
bl XpaHUAUCh B 61MobaHKe, eCTb NPaBo Ha 3a-
WWTY YaCTHOM XM3HWM U KOHOUAEHUMANbHO-
CTV NOCPEeACTBOM WCKAKYEHUS ITUX AAHHbIX
13 bropenosnTopns. MoTUBMPOBAN CyA CBOE
peleHne Tem, YTo M3 XpaHAWMXCS AaHHbIX
YMEpLIEro A0oHOpa MOryT 6biTb BblBeAEHbI
reHeTMueckme U MeanumnHcKMe AaHHble O no-
TOMKaXx, YTO HapylwaeT Ux NpaBO Ha KOHOU-
NeHUMaNbHOCTb.

HecmoTpa Ha Hannume obUIMX NOAXOA0B
K KOHQUAEHLMANbHOCTY CyObEKTOB, KOTOpbIE
yKa3blBalOT Ha YyBCTBUTENbHOCTb reHeTuue-
CKOM MHGOpMaUMK ¥ NPeAnnCbIBaOT CaMOMy
CybbekTy MaKCMMasnbHO OrpaHuumMBaTh [0-
CTYN TPETLUX WL, K HEI BO M3beXaHWe pucka
NUNCKPUMUMHALMW W APYrUX HapyLIeHWiA npaB
uenoBeka (Takmx Kak npaBo Ha JOCTOMHCTBO),
MCCNefoBaHWS  MOKa3blBAKOT, YTO MHOMME
MOAN  PACKPbIBAKOT TreHeTnyeckne AaHHble
y/lleHaM CBOen cembW. boNbWMHCTBO Ntoaen
He npuaaloT 6GOAbLWIOTO 3HAYeHWa  KOHOW-
NeHUManbHOCTK, Koraa nHdopmaums MoxeT
NO3BOMUTb POACTBEHHMKAM OBHApPYyXUTb re-
HeTuueckoe 3ab0N1eBaHNe Ha paHHER CTaanm
€ 6ONBLIMM LWAHCOM Ha u3neyermne (Heaton &
Chico, 2016).

3avacTyto reHeTuyeckas MHPopmaums BoC-
NPUHUMAETCS Kak CeMelHas TaiHa, TO ecTb
MHpOpMaLNg, KoTopas AOMKHA ObiTb  [0-
CTyNHa CeMbe, HO orpaHuuyeHa Ans AOCTy-

7 Ragnhildur Gudmundsdottir v. The State of Iceland. (2004 September). European Journal of Health Law]11(3), 283—
291. Available at: https://repository.library.georgetown.edu/handle/10822/505390?show=full
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na TpeTbux nuu. CornacHo onpocam, Moau
B MNoAaBAgolWEM 6oNbWMHCTBE (91%) xoTaT
3HaTb MHPOPMALIMIO O CBOEM TEHETUYECKOM
pUCKe, KOTOPbI BO3HMKAET B pe3y/ibTaTe TecTa
POACTBEHHMKA B OTHOLIEHWM CMEPTENbHOO
1 npeaoTBpaTmMoro 3abonesanns. boneeToro,
63% 3TUX MOJEN «OueHb XOTenn Bbl», YTODSI
C HUMK CBA3anUCh. Jlioan ocobeHHo ybexae-
Hbl B TOM, YTO OHW [AOMXKHbI 6bITb NpOUHMOpP-
MWpPOBaHbl O TEHETUUYECKON WHpOpMaLIMK,
KOTOpas MOXET MPUBECTM K BO3MOXHOCTM
NpeaoTBpaTUTL reHeTYeckoe 3aboneBaHue.

TemM He MeHee, KOrma Bpay He Moayuunn
OT MauWeHTa cornacue Ha packpbiTe reHe-
TUYECKon  MHPOPMALMM  POACTBEHHMKAM,
He ACHO, KakK MeAWUMHCKME pabOTHUKM A0AXK-
Hbl HANTK BanaHc Mexay 0693aHHOCTbIO Xpa-
HWTb KOHQUAEHLMANLHOCT WX MALWEHTOB
1 cooblaTb MHPOPMALIMIO O PUCKaX UYaeHam
NX CeEMEW, BbIMOMHAS CBOW MOPajbHbIA AONT
nepes 06LIECTBOM, KOTOPbIA OXMAAETCa CO-
FNacHO OO6LLECTBEHHOMY MHEHWIO W 3aKpe-
NAEH B MATKOM MpaBe, 0 Yem ByneT ckasaHo
nanee. CeMby He MMeEIOT NpaB Ha UHPOpMa-
UMIO OT APYrMX AL, Tak Kak Takue npasa
He 3aKpenseHbl PUANYECKH, UTO, Mo CyTH,
aenaet obMeH [aHHbIMU C 3aMHTEpeCcoBaH-
HbIMW  POACTBEHHMKAMU  HE0BA3aATENbHbIM
HW 419 Bpaya, HW A9 NaLMeHTOB, a STUYecKne
peKkoMeHAaLMN HUEM BOAbLINM, YEM MPOCTO
paccyxaeHmammn o npobneme (Benkendorf
etal.,1997).

Onpocbl NaUMEHTOB C pasanuHbIMK 3a60-
NEBAHUSAMM M WUCCNEA0BaHMA MOKa3blBAOT,
UTO MaLMeHTbl YacTo CUMTaloT CBOEe 064-
3aHHOCTbIO  COO6LIATh POACTBEHHMKAM pe-
3yNbTaThl CBOMX TEHETUUYECKMX TeCTOB, eCun
OHM ByayT NOAE3HbI AN YAYULLIEHNS 340pOBbA
NX POACTBEHHWKOB. MHOrMe onpatinBaembie
YTBEPXKAAIOT, UTO OHW XOTenn bbl AenaTb 3TO
npy NoaAepKKke CBOEro Bpaya, Tak Kak Bpau,
Gyayun npodeccroHanom, cMmoxet 6onee
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NoAPOBHO pacckasaTb O pucke 3ab0n1eBaHUS.
B ntobom cnyyae nepepava reHeTUUecKow
MHGOpMaLMK NpeacTaBngeT Ccobon  CAox-
HbI MPOLLECC, U HA HEro MOTYT BAKUATH B3au-
MOOTHOLLEHUS B CEMbe, CEMEHbIA aHaMHE3,
Cy6bEKTVMBHOE BOCMPUATHE DPE3yLTaToB Te-
CTUPOBAHUS, CMOCOBHOCTb OBBACHATL Me-
OVUMHCKYI0 MHGOPMALMIO, a TakXKe 3aBUCAT
OT XeNaHWa U CMOCOBHOCTY UeHa CEMbU MO-
HUMAaTb MHGOPMALIMIO.

Mopxoab! K pelieHuto Npo6iembl,
M3/10)KEHHbIE B aKTaX MATKOro npaBa

B AOKTpUHe onybanKoBaHbl UcCaenoBaHMs
(Phillips, Borry, Van Hoyweghen, & Vears,
2021), KOTOpble CTaBWAM CBOEW Lenblo npo-
aHaAM3MpoBaTh aKTbl MArKOro npaga, Aew-
creytowme B CLUA n EC, — pekomeHaaumm
BpauebHbIX  accoumaumnii,  KoHbepeHLUui
M Cbe3LoB. Ha OCHOBaHMM aHanMsa MOXHO
CLLeNaTh BbIBO/, YTO akTbl PEKOMEHAATENbHOTO
xapakTepa yaensor 60/bliee BH/IMaHUe Npo-
bneme, uem 3aKoHOAATENbCTBO. B paccmaTpu-
BaeMmblX [OKYMEHTax COAEPXaTcs peKoMeH-
Jaunm 0 TOM, Kak MeanumHcKkne paboTHUKM
MOTYT Hauny4lWwmnm o6pa3om CrnocobCTBOBATH
pacKpbITUO MHOOPMaLMM O TFeHeTUYeckom
PUCKE, NPV 3TOM B HEKOTOPbIX AOKYMEHTax
NOAYEPKMBAETCS BAXHOCTb PaHHEro 06Cy-
NEeHNS CeMEeNHbIX MOCAeACTBUIA 1 06LIEHNS
C NauneHToM. B BOMbLWINHCTBE AOKYMEHTOB
NPU3HAETCs, UTO CledyeT HaxoAWTb HanaHc
MexXAay — KOHOUAEHUMANbHOCTBIO — NauueH-
Ta U uHTepecammn cembn (Molnar-Gabor &
Korbel, 2020). BOAbWWHCTBO AOKYMEHTOB
BO3/1aratoT OTBETCTBEHHOCTb 3a BbIMONHEHME
06513aHHOCTM MO UHGOPMUPOBAHMIO UNEHOB
CeMbi npex/je BCEro Ha camux MNaLWeHTOoB,
0CTaB/sg 32 Bpayamu BOIMOXHOCTb MOMOraTh
M B 3TOM, Npurnalas poacTBEHHWKOB Ha CO-
BMECTHble KOHCYAbTALMM UM NOATOTaBAVBAS
cneumanbHble MHGOPMaLLMOHHbIE MUCbMA.
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PekomeHaauum Hekotopbix cTpaH EC Bce
e CCbINAoTC Ha BO3MOXHOCTL Bpaua nofe-
JNTHCA JAHHBIMU TEHETUYECKOro TeCTMpPOBa-
HWA C poAHbIMK NpobaHaa Aaxe 6e3 cornacus
CamMoro naumeHTa, Takum 06pasom pekoMeH-
AyS MEeAULMHCKUM paboTHUKAM MOBEAEHNE,
KOTOPOE BXOANT B MPOTUBOPEUME C AEACTBYIO-
LLIMM 3aKOHO/ATEIbCTBOM.

«O6blUHO Bpay He VMeeT npaBa packpbl-
BaTb MEAMLMHCKYI0 MHPOPMALMI0 O nauu-
eHTE APYIMM NINLAM, BK/IKOUAS UNEHOB CEMbM
naumeHTa, 6e3 cormacua naumeHTa. Ho Tak
Kak reHeTuueckas MHGOpMaLIS MOXET TakxKe
MMETb BaXKHOE 3HaueHNe A5 YNEeHOB CEMbM,
KOTOpblE, KaK W MaUMeHT, MOMK yHacneno-
BaTb 3260/1€BAHNS, CUMNTAETCS, UTO B Onpeje-
JIEHHBIX CUTyaLMax 3Ta MHGOPMaLMA MOXET
MMETb 3HaueHNe A9 340POBbA POACTBEHHN-
KOB, UTO BaXkKHee, Yem 06S3aHHOCTb CObNto-
JEHNA  KOHOUAEHUMANBHOCTY, 1 MO3TOMY
5Ta UHQOPMALMA MOXET BbiTb UM pacKkpbiTa
6e3 cornacms Camoro naumeHTa» — ykasaHo
B PekomeHnaaumsx [latckoro CoseTa no stuke
2012 ropa®.

B BenukobputaHumn ¢ 2011 roga obcysxaa-
eTCsl «CemMelHas» MoAesb 0CTYNa K pesy/ibra-
Tam reHeTnueckoro TectuposaHud. O6bean-
HEHHbBI KOMUTET MO MEAWLVHCKOW TeHETUKE
(KomuteT KoponeBckoro konnesxa Bpaven,
Koponesckoro konneaxa natonoros, bputan-
CKOTO OBLLECTBA FEHETUKM YEI0BEKA) B CBOWX
pekomeHaaumsx 2019 roga npeanaraer Kom-
NPOMWCCHOE pelleHre — BO3MOXHOCTb Bpaya
nepeaasaTb «yCEUEHHbIE» [JaHHbIE POACTBEH-
HUKaM MauMeHTa, He packpbiBad ero KOH-
GUAEHUNANBHOCT U TEM CambiM paspeluas

KOHOANKT. HemMHorne Bpayn AERCTBUTENBHO
NPUMEHUAN UX Ha MpaKTUKe, Tak Kak obmeH
NHPOpMaLMEN O YenoBeke C ero poACTBEH-
HUKAMW, BO-MEPBbIX, ABNFETCH HapylleHUEM
3aKOHO4ATeNbCTBA O KOHOUAEHUMANBHOCTM
[laHHbIX MauneHTa, a BO-BTOPbIX, NPOTUBOpE-
UUT TYOBOKO YKOPEHMBLLIENCS TPAAMLUN KOH-
GUAEHUMANBHOCTY NaUMeHTa.

B Poccum B 06nacTv 34paBoOXpaHEHNS
LeVICTBYIOT NpodeccnoHasbHble accoumaumm
N NauMeHTCKne opraHvsaumu, KoTopble Mno-
MUMO OCHOBHbIX BOMPOCOB OTpac/in 3aTpa-
TMBAOT W MpaBOBble, 3TUUECKME MPOBAEMbI.
B HacTosllee BpeMs TakMMU OpraHm3alnsamm
He paccmaTpvBaeTcs BOMPOC AOCTynNa K reHe-
TUYECKMM pesy/nbTaTaM POACTBEHHMKOB MNa-
LMeHTa Kak oTaenbHag npobnema. Mpu sTom
YNOMUHAHWE paccmaTpuBaemoin npobaembl
6bI10 HAMAEHO B Y3KOMPUMEHNUMBbIX KanHuye-
CKMX pekoMeHaaumax no 3aboeBaHmnto Myko-
nonvcaxapunaos'’, Kotopble NoAPOBHO OMUCHI-
BAOT NOPAAOK BEAEHNS NALMEHTOB C JaHHbIM
reHeTMyecknm 3aboneBaHuvem, B TOM uucie
3aTparnBas paccmaTtpuBaemylo B HACTOS-
wen cratbe Temy — MHOOPMUPOBAHME POA-
CTBEHHMKOB B rpynne reHeTu4yeckoro pucka.
B KnnHuuyecknx pexkoMeHaaumsx AaHHOro
3ab6oneBaHNa ecTb pasaen «[1omollb CEMbU»,
KOTOpbIA  colepXuT cnepytollee: «PoaHble
6paTbs W CECTPbI, BCE POACTBEHHUKM MO MaTe-
PUHCKOW NVMHUW — ASAWN, TETW U ABOOPOLHbIE
6paTbs 1 CeCTpbl AOMKHbI ObITb MPOUHGOPMU-
poOBaHbl O HEOBXOAMMOCTU TECTUPOBAHWAY.
Bpauy pexkomeHayetcs nepenartb 3Ty MHOOP-
Maumio cBoemy naumeHTy. Mo apyrim 3abone-
BaHMAM BOMPOC OCTaeTca 6e3 oTBeTa.

'8 Danish Council of Ethics. (2012). [Genome testing. Ethical dilemmas in diagnosis, in research and direct-to-

consumer]. Available at:

https://nationaltcenterforetik.dk/etiske-temaer/genteknologi/2012/baggrundsrap-

port-om-genom-undersoegelser-2012. (In Danish).

¥ «KnuHnyeckre pekomeHaaumu «Mykononucaxapnaos tun Il», yt8. Munsgpasom Poccumn, 2021, Pexm focTyna:

https://cr.minzdrav.gov.ru/schema/392 2
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CrouT ckasatb, 4TO nNpodeccmoHanbHble
accoumaummn B Poccum akTMBHO y4yacTBYOT
B pa3paboTke KAMHWUUECKMX PEKOMEeHAALM.
Takoke B Poccum npuHAT NpodeccmoHanbHbiin
CTaHAapT A9 Bpavya-reHeTuka’®, B KOTOPOM
YNOMWUHAETCH, 4YTO TPYAOBOM (yHKUMOHAN
Takoro Bpaua BK/tOYaeT B cebs pa3paboTky
nnaHa NpoduNakTUKK No NpeaynpexaeHuto
BPOXAEHHbIX 1 (MM) HACNEACTBEHHbIX 3260-
NIeBaHWI B CEMbe MAUMEHTOB C BPOXAEHHbI-
mMu (MAK) HacNeaCTBEHHbIMM 3a60neBaHNAMNY,
a Takxe Yy 3[0POBbIX HOCKTENeR NaToreHHbIX
MyTaLWA, @ TakXXe pas3bsCHEHWS CBS3aHHbBIX
BOMPOCOB NaLMEHTY 1 YNeHaM ero CEMbM.

C  yYBEpEHHOCTbIO  MOXHO  YTBEPXAaTb,
UTO COMACHO 3aKOHOAATENbCTBY OObLWMH-
CTBa CTpaH Yy Bpaya HET 0643aHHOCTU CO06-
LLaTb O pMcKe 3260/1€BaHMS POACTBEHHMKY €r0
nauuneHTa, 0AHako peKoMeHAaUnmn Npesnmnchl-
BaloT Bpauy MHGOPMUPOBATb POACTBEHHUKOB.

KnavHuueckne pekomeHaauMm UMeoT MeHb-
WY OpUANYECKYD CUATY, HEeXenu paccma-
TprBaemble B NpeablaylieM pasaene 3akoHbl
C TpeboBaHUSAMI O COBIOAEHUN KOHOUAEH-
UnanbHoOCTN. Ho ykasaHHble KnnHuuyeckme
pekoMeHAauMn SBASIOTCS  y3Kocneumanmsm-
POBaHHbIMW aKTaMW, y4YMTbiBAOWMMK Che-
UMOUKY OTHOLEHUN, a 3HAUYUT OHU SBASIOTCS
WHAMKATOPOM MOTPEBHOCTH NPOdeCccMoHab-
HOro coobllecTBa 1 NaUMeHTOB B peryanpo-
BaHWM paccMaTprBaEMO MPOBAEMbI.

Mcxons w3 aHanmsa NpuBEAEeHHbIX Peko-
MeHAAUWNA, ITUYECKMX HOPM W Pa3aMYHbIX
aKTOB MArKOro npaea, OT Bpaya BCE e OXMW-
[aeTcs  npeaynpexieHve poACTBEHHUKOB
nauMeHTa O HOCUTENbCTBE T[EHETUYECKOro
3a60M1€BaHNA AW PUCKOB 3[40POBbI0. Takxe
Takoe MSIrKoe perynmpoBaHue npeanuncsisaet

[ENCTBIA BO B3aMMOOTHOLIEHNIX Bpay — na-
UMEHT — POACTBEHHMK MALMEHTA, HO HWKaK
He peryaupyeT 061acTb HayuHbIX NCCAeA0Ba-
HWUI, M BOMPOC OCTaeTcs 6e3 oTeeTa.

Takum 06pa3om, HECMOTPSI Ha TO YTO 3aKo-
HOAATeNbCTBO U CyaebHaa NpakTuKa B HAaCcTo-
qulee Bpems NPUWAN K OTHOCWUTENbHOM rap-
MOHUW, 3TUYECKME MOoAXOAbl NPOAOAKAT
coaepxaTb B cebe pekomeHAaUMM Mo coob-
WEHWIO PUCKOB 3/10POBbLI0 POACTBEHHMKAM.

MpakTnueckas peanvsauns npeaocTas-
NeHus pe3ynbTaToB reHeTUUYEeCcKoro
TECTUPOBaHUS POACTBEHHMKAM

Moaxofbl, Npeanaraemble B 3aKOHOAATE/Nb-
CTBE W aKTax MArkoro npasa (KoTopble urpatot
Cepbe3HYI0 POb B 06/1aCTH NPABOOTHOLLIEHWI
B MEAMUMHE U 31paBOOXPAHEHMM) YCAOKHS-
0T NpobaeMy He TO/IbKO TeM, UTO MPOTUBOPE-
yat Apyr Apyry, HO 1 TeM, YTO UX TPYAHO pea-
JIN30BaThb HA NpaKTUKe.

B HacTosem pasgene npuBoAATCS pas-
JINYHbIE acneKTbl MPaKTUYEeCKoW peannsaumm
NpUBEAEHHbIX BbILIE B CTaTbe MONOXEHWNA,
PETYNPYIOLLMX OTHOLWEHMS Bpaya, nauueHTa
11 €ro pOACTBEHHWUKOB MPU MOMYUEHNUN OCTY-
na K pesyjbTaTaM reHeTU4eckoro TecTnpo-
BaHus. M0 Halemy MHEHWIO, pacCMOTpeHNe
BOMPOCA O BO3MOXHOM NPaKkTUUECKOR peanw-
3aUMKn peleHnii SBASETCS BaKHbIM aCMeKToM,
Tak kak nosefeHne Bcex CyObeKToB NpaBooT-
HOWEHUI AMKTYeTCca (GakTUYEeCKUM KOHTeK-
CTOM U PEasibHOCTbIO.

MocKo/bKY 3aKOHOAATeNbCTBO paccmatpi-
BaemblX CTpaH eMHO06pasHoO Npy noaxoae
K OrpaHWYyeHnam KOHOUAEHUMANbHOCTU Ma-
UMeHTa U YeTKO MpesycMaTpuBaeT BO3MOX-
HOCTb MepeAaBaTb AaHHble POACTBEHHMKAM

20 [Tpukaz MuHucmepcmea mpyda u couuarbHoil 3augumel Poccutickoii Gedepauuu om 11.03.2019 No 1421 «O6 ymeepxdeHuu
NpodeccuoHarbHo20 cmaqoapma “Bpau-zeqemuk” (3apeaucmpuposar 08.04.2019 Ne 54301). Pexum goctyna: http://pub-
lication.pravo.gov.ru/Document/View/0001201904080024
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NalyenT NoANuCHIBaeT A0GPOBONLHOE

©OpMa 0GPOBONILHOND UH(OPMUPOBAHHOTD COTNACUS

MHPOPMUPOBAHHOR COTNIACHE NPH Havane (AMC) Bomiia copepiaTh: 1) CBRAGHMA O HEAAHUM UK

B3aUMOAEHCTBIA C BPaYOM Nepes CTapTom
nevenna

v

- YKasaWbl AelicTEMs navenTa,

HEXeNaHU NONYYaTs PesyNLTaThI MCCNEAOBAHMS, 2) O
BTOPHMHBIX HAXOAKAX

B JMCe yka3aHo, 4O XOHET NOAYYATE PeayAbTaThI

- oTMeNenbl aeficTaNA Bpava,

v

- OTMEYeHbI MOMEHTBI NPHHATMA
peleHIA NaLueHTom —

MCCAGQOBAHMA U BTOPUUHbIE HAXOAKM

Bpau nonyuaer 4aHHsie 0 pucke
wrenscrae po,

obopMAEHHbIE B AoKyMeHTE

v

nauvexta

Bpau COOBWaET NAUMEHTY O Pe3yNLTATaX ero
reHeTHYECKOro TeCTUPOBaHMSA, coobLiaeT o
pucke 3a60neBaHNA €ro POACTBEHHUKOB

v

NauMeHT NPUHUMAET PeleHHe O Cornachin
WAV HeCorNacuin ACNUTCA Pe3ynbTaTamMu
MCCNeA0BAHUA U PEAYTIPEXAATE

POACTEEHHMKOB

MaumenT Ager cornacke Ha packphiTHe CBOMX

C—— |
RaHHAIX B UiTepeCaX POACTBeHHKa BpaYy v

+—/

Bpau snpase nposecTy Geceay M
NOAYEPKHYTb, KaKHe PHCKH 3A0POBLI0 L

P naHHbIX B POLCTBEHHMKa, HO He XOteT
WHbOPMHPOBaTh €r0

MNayyeHT A3eT COrnacue Ha PACKPLITUE CBOMX
A2HHEIX B MHTEPECAX POACTBRHHUKA U FOTOB Cam
POMHGOPMUPOBATS €10

POACTBEHHWKA NALMEHTa MOTYT BbITb U Kakan
NO/k3Y OT PAHHErO NeYeHus uanu
NPOGUIKTUKM MOMET BbiTe

!

ECAM NaLMEHT Bee Tak e OTKasbIBaETCA
ACTMTHCS AAHHBIMU [EHETUNECKOTO
TECTUPOBaHMS, BPaH HE BNIPABE HAPYLIMTL
KOHOMAEHLMANBHOCTS. AaHHBIX CBOETO
naupenTa

v

Bpay 06LACHAET NALIMEHTY, 4TO Y POACTBEHHHK ECTb NPABO He KEAATS 3HaT PUCKM CBoero

3A0p0BbA

¥

BPau NPeANaraeT coCTasUTL MUCLMO C UHPOPMALMEN O PUCKaX 3AOPOBLA POACTBRHHMKE U

peloMeHayer 0BPaTUTLCA K BpaUy-reHeTHKY

v

NauuenT coo6LIART POACTBEHHMKY, €CAM
TOT XOUET 3HaT O PUCKAX CBOErD
3n0poBsA

MaumeHT nepeaaeT poACTBEHHUKY
NMCbMO, MOATGTOB/IEHHOE BPAYOM

PucyHok. Opeanusayus e3aumodeiicmgus 8paud U nayueHma npu o06cyxoeHuu 8onpoca o nepedade 0dHHbIX

2eHemu4ecKkozo KOHCYAbmuposaHus poaCMBeHHMKGM

nauMeHTa C cornacus naumeHTa, paccmarpu-
BaeTCcs B MEPBYI O4yepesb Takow CLeHapwi,
KOTOPbI Takxe COAePXKUT B cebe paj Cnox-
HOCTEN, MpOUEAYPHbIX W [NOKYMEHTANbHbIX
NpensaTCcTBUN.

Ha pucyHke npuBefeHa BO3MOXHAs Cxe-
Ma B3aMMOAEWCTBMS Bpaya W NauueHTa
Ins obecnedyeHuns nepefadun BaxHbIX cBefe-
HWIA O pyCKax 30POBbI POACTBEHHMKAM Ma-
UMEeHTa W po/b Bpaya Npu packpbiTvK Takmx
NaHHbIX. [lprBefeHHas cxema B3aMMOAeN-
CTBMA MOXET BbITb NPAKTUYECKW NPUMEHNMA
Bpayamn B Poccuiickon ®epepaunn. Mpea-
NOXEHHbIVi NOAX0[, Y4UTbIBaeT OTHOCUTENBHO
e/lviHble TpeboBaHUs KOHOUAEHLMATbHOCTY

[aHHbIX NauneHTa, 3aKpenieHHble B 3aKOHO-
[laTe/IbCTBE PACCMaTPUBAEMbBIX B HACTOSLLEW
CTaTbe CTpaH, Mpw 3ToM yaenseTcs ocoboe
BHUMaHWEe  MHOOPMMPOBAHUIO  NaUMEHTa
He TO/IbKO O XapakTepe MeAMLMHCKOro BMe-
laTenbcTBa M COCTOSHUM 340pPOBbS CAMOro
naymeHTa, Ho U MHGOPMMPOBAHME O PUCKAX
3[I0pOBbS U/NIEHOB €ero cembu. [lo Hawemy
MHEHWIO, pO/ib Bpaya Npu pelweHnn Bonpoca
NHPOPMMPOBAHMSA POLCTBEHHMKA NaUMEHTa
Ha HaCTOALLIMA MOMEHT [AOCTAaTOYHO BaXHa,
1 OHa 3aK/4YaeTcs B MHGOPMaLMOHHOW NOA-
[lepXkKe naumeHTa O puckax 340pOBbi ero
POAHbIX B C/lyyae HenpenoCTaBAEHNS AaHHbIX
pe3ynbTaToB 06CAe0BaAHNS.

Lex Genetica. 2023. Volume 2, No. 2. 53-73

| 67 |



Enunszaseta K. MockoBkunHa

KOH(I)M,D,GHLI,I/IaIleOCTb nayueHTa n npaBa poACTBEHHUKOB B rEeHETUYECKUX UCCIEA0BaAHUAX

Mpv cuTyaumm, B KOTOPOW NaUMEHT NPSIMO
3anpellaeT Bpayy pacckasbiBaTb O pe3yabra-
Tax ero TecTMpoBaHWs POACTBEHHMKAM, 3a-
KOHOAATeNbCTBO YUYMTbIBAET €ro noxenaHue
Kak MpevMyLLIeCTBEHHOE MpaBo, K TOMY e
npakTuueckas peanvsauma obxoaa ero npa-
Ba ¥ MOMbITKA Bpaya CBSA3aTbCH C ero poj-
CTBEHHMKAMW KpaliHe 3aTpyAHUTE/bHA.

Bo-nepBbix, Bpay MOXeT He WMEeTb KOH-
TaKTOB POACTBEHHMKA NaumeHTa. B peannax
Poccuiickor ®Depepaumm 310 dakTmyeckoe
06CTOATENCTBO. B Apyrux cTpaHax, rae
yXe Ha MpOTSKeHUM aecaTka NeT MpoBo-
aatcd pedopmbl No  unbpoBmM3aunm 3apa-
BOOXpaHeHMs (B 4aCTHOCTM, MpoBOAATCS
NONyNAUMOHHbIE TFeHeTnyYeckne unccaeaoBa-
Hug — B Wcnanawu, LaHuu), aocTyn meaun-
LIMHCKMX paBOTHUKOB K KOHTAKTHbIM AaHHbIM
TPeTbUX ANLL MOXET OblTb peann3oBaH ner-
ye, Tak Kak eAMHble INEeKTPOHHbIE CUCTEMbI
XpaHAT uUMdpoBble MEANUMHCKME KapTOukK
BCeX rpaxAaH CTpaHbl, BKAOYAS WX KOH-
TakTHble AaHHble. Tak, B A€ACTBUTENbHOCTU
POCCUICKOro 34paBOOXPaHEHMUS UaeN O TOM,
YTO Bpay AO/KEH CBA3aTbCs C POACTBEHHMU-
KaMW naumneHTa, NpoCcTo He peanmsyemsl, Tak
Kak HeT WHOpacTpyKTypbl M MnoTpebyeTcs
3aTpaTuTb CAMLIKOM MHOMO pecypcoB (Bpe-
MEHHbIX 1 KaAPOBbIX), UTOObI AEACTBUTENBHO
CBA3aTbCS C HUMU.

Bo-BTOpbIX, Bpay He MMeeT AOCTaTOUHbIX
OCHOBaHWI AN MOHMMAHWS, XO4YeT AN Cam
POACTBEHHWK €ro nauueHTa 3HaTb O puckax
€ro 30poBblo0 UM HeT. Tak Kak pOACTBEH-
HUK He ABASeTCS NauMeHTOM, OH cYMTaeTcs
«yC/IOBHO» 3[10pOBbIM 4enoBekoM. Hecmo-
Tps Ha MpVBEAEHHble Bbllle MCCNefoBaHus,
KOTOpble MOKa3blBaloT, UTo GOAbLIEE YWUCTO
OMPOLLEHHBIX NH0AEA XOTEAN Bbl y3HATL O pU-

CKax CBOETro 3/]0pOBbs, BCE XE YaCTb M3 HUX
He xoTesa Hbl y3HaBaTh 0 CBOEM 3a60/1eBaHN,
1 TaKoe MpaBo 3aKOHOAATE/NbHO Y HUX €CTb.
MpaBo He 3HaTb CBOErO AMarHo3a W CBOUX
PUCKOB pa3BUTUS 3ab60NEBAHNS Takxe npej-
YCMOTPEHO B [AENCTBYIOLLEM 3aKOHOAATE b
cTBe 6onblimnHcTBa cTpaH (Davies, 2020),
B TOM uucne u B Poccum: «MHbopmaums
0 COCTOSHWM 3[0POBbA HE MOXET BbiTh Mpe-
[OCTaB/eHa NalUMeHTy MpoTUB ero BOAW».
BblpasnTb CBOE XenaHue 06 3TOM camu nauu-
eHTbl MOTYT B NPOLLECCe NPeAOCTaBNEHNA UH-
GOPMUPOBAHHOMO COMIACKS UAU MPU N0HOM
APYTOM B3aWMOLENCTBAM C Jevallym Bpa-
4oM uaM uccnegosarenem. pu 3Tom Bpay
Npy 06HAPYXEHWM BbICOKOTO FeHETUYECKOro
pUCKa POACTBEHHMKOB €ro naumeHTa, Hame-
peBasCh COOBLWNTL eMy 06 3TOM, 3HAET (U He
MMEET BECKWX OCHOBaHWW AN TOro, uTob
clenaTb BbIBOA) O XENaAHUW WU HeXenaHum
POACTBEHHMKA €70 NALWEeHTa 3HATb 3TOT PUCK.

Ha pucyHKe npuBOAWTCS BO3MOXHOCTb
NOATOTOBKM  MHPOPMALMOHHOTO — MUCbMA
BpayoM B KayecTBE MOMOLWM WHOOPMUPO-
BaHMA POACTBEHHMKOB NaLWeHTa O pUckax
310poBbi0. [0 Hallemy MHeHWI0, NoApobHoe
0bcyXaeHne C naumeHToM PUCKOB 340po-
BbIO €ro0 POACTBEHHMUKOB U BO3MOXHOCTb WX
MUHUMW3AUMMA BBUIY PaHHENn AWarHoCTW-
KW COBMECTHO C TaKMM AOKYMEHTOM MOMW
Obl CYLLECTBEHHO Y/YUYLIWUTL CUTyaumio. Tpe-
60BaHME O KOHGUAEHLWANLHOCTW dAHHbBIX
11 BO3MOXHOCTW UX PaCcKpbITUS C COrnacus na-
LMeHTa B Takom ciyuae 6bi10 6bl COBMOAEHO,
NPy 3TOM Ha NPaKTVKe Bpay CMOT Obl peanu-
30BaTb PEKOMEHAALIMM MO NpeayNpeXAeHNIO
POACTBEHHWUKOB MaLMeHTa, 0Ka3as Momollb
CBOEMY MaLMEHTY B WHOOPMUPOBAHUN €0
BANZKMX.

2 MedeparpHblii 3akoH om 21.11.2011 2. No 323-D3 «O6 0cHo8ax 0xpaHbl 300posbd 2paxdat & Poccuiickoti Pedepayuu». Pexim

poctyna: http://www.kremlin.ru/acts/bank/34333
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3aknoueHme

3aKoHOAATENbCTBO paccmaTpuBaembix
ctpad (CWA, EC, BenwkobpuTaHun u Poc
CWM) OTpaXkaeT eAMHbI NOAX0A MO BOMPOCY
BO3MOXHOCTY Mepefayn pesynstaTtoB reHe-
TUYECKOr0 TECTMPOBAHMUA  POACTBEHHMKAM
naumneHTa. 3akoHbl NepefoBbiX LPUCANKLNA
3allMLIA0T B NEPBYO 0Uepeab npaBa camoro
naumneHTa 1 NpakTUYeckin He oTpaXarT UHTe-
pechl POACTBEHHMKOB MO NONYUYEHMIO AOCTYNa
K TEHETUYECKMM AaHHbIM. [1py 3TOM BCe pac-
CMaTpMBaeMble 3aKOHbl MpefycMaTpuBatoT
BO3MOXHOCTb OrpaHuyeHns KOHGUAEHLMAb-
HOCTW AAHHbIX MaLMeHTa B NyOANUHbIX UHTE-
pecax, HO He OTHOCAT K TakOBbIM MHTEPECH
POACTBEHHWKOB MaLlMeHTa.

Mo Haliemy MHeHWo, 3TO 06bAcHAeTCS
Tem, uTOo Hecob/oaeHne KOHGUAEHUMAb-
HOCTW [aHHbIX MalMeHTa MOXET Bbl3BaTb
HeJoBepWe K Bpauy M BCel cucTeme 34paBo-
OXpaHEHWs U He TONbKO HEe MPUHECET MOMb3bl
CemMbe MaLmeHTa, HO W MOXET HaHeCTn Bpes
OTHOLIEHMAM MalMeHTa M Bpaya (4To noTeH-
LMaNbHO CKaXKETCH Ha ero eUeHnm), a Takxe
NOBAWAET B HeraTMBHOM KJ/lOUe Ha B3auMo-
OTHOLIEHNS B CeMbe. VIHTepechl pPOACTBEH-
HWUKOB B OTHOLLIEHWM 3[10POBbs MO-MPEXHEMY
MOXHO MPUHMMATb BO BHMMaHWe, He CTaBs
noj yrposy AoBepue NauWeHToB, NyTem pac-
CMOTPEHWA aNbTEPHATUBHbBIX CLEHapueB, Ta-
KUX Kak MOoBblleHNE WHOOPMUPOBAHHOCTM
nalmneHTa 0 TOM, UTO pesynbTaThl ero TeCTUpo-
BaHWA MOTYT MPUHECTH NMONb3Y U €70 BAN3KNM
(van den Heuvel, Maeckelberghe, Ploem, &
Christiaans, 2021). Mpw Bceit BaXXHOCTU CO-
61104eHNS  KOHOUAEHUMANBHOCTN  HENb3s
npeymeHbllaTb MOTEHUMANbHYIO MpakTude-
CKYI0 BbITOAY ANS POACTBEHHMKOB B peaibHoM
XW3HM, a TakxKe A8 CUCTEMbI 3A4paBOOXpaHe-
HWA (MpY paHHEN AnarHOCTHKe pUckuK 3abone-
BaHMWA MOTYT OblTb CHUXEHbI, COOTBETCTBEHHO,

3aTparthl Ha AOPOrocToslLee NeYeHne cepbes-
HOro 3a60/1€BaHNS MOTYT BbITb YMEHbLLIEHbI).

BaxXHO moHMMaTh, YTO pelleHne Bompoca
NEeXWT B 061aCT HECKOAbKUX ANCUMMANH —
npaea v 3TuKKW. [pn 3TOM B HacTosllee Bpe-
M$ MPaBOBbIE N ITUYECKME aKTbl 3aKpenasoT
NPOTMBOMONOXHbIE MOAXOAbI, TEM CaMbIM 3a-
TPYAHASN NPUHATME PeLleHNs BPaUYOM.

[0 HaweMmy MHEeHMIO, MPUHATUE PackpbIT1S
reHeTUYeCckmx AaHHbIX POACTBEHHMKAM NaLM-
€HTa W 3aKOHOAATe/IbHOE 3aKpenieHne Tako-
r0 UCKMOUYEHUS MpexaeBPpeEMEHHO U He MO-
XET OblTb pean30BaHO eIMHOMOMEHTHO, Tak
Kak KOHOUAEHUMANbHOCTb — OCHOBOMONArato-
WWIA NpUHLMN 3apaBooxpaHeHmns. [pu aTom
Mbl BMAMM HEKOTOPYI TEHAEHUMIO MO nepe-
XO4y OT «MHAMBWUAYabHON KOHOUAEHUMANb-
HOCTU» K KOHOUAEHUNANBHOCTN «CEMENHOM.

Ha Halw B3rns4, N0rMyHO, YTO MMEHHO aKTbl
MSArKOro MpaBa MnoapobHee npeanuchiBakoT
NeCTBMS Bpaya Mo pekoMeHAauuu CBOUM
nauveHTam nepefaBaTb pe3ynbraTbl reHeTu-
Ueckoro TeCcTUpOBaHMS CBOWMM POACTBEHHM-
Kam. Takoi nmoaxoA (CyuwecTByloWnii Ha aene
B Poccum) He nmpoTMBOpeEUMT 3akoHOAATENb-
CTBY, B OTAMYME OT MOAXOA0B, NpeanaratoLLmx
npeanpuHUMaTh 6onee akTUBHbIE AENCTBMS,
M3N0XKEHHble B MPUBEAEHHbIX BblllE PEKo-
meHgaumgx B Javun n B BenmkobputaHuu
(Dheensa, Fenwick, Shkedi-Rafid, Crawford,
& Lucassen, 2016). Ipv 3TOM CTOUT OTMETUTb,
UTO He BCe KAMHMYeCKMe peKkomeHaaumn,
npuHATbIE B Poccnn no BeAeHMo naumeHToB
C TEeHETUYECKMMM 3a60NeBaHNAMM, CoaepxKaT
NONOXEHNA O CEMENHbIX puckax. Heobxoan-
MO 06paTUTb BHUMAHNE W Ha BCE reHETUYECKM
06YyCNOBNEHHbIE HO3010MUW, AOMNONHWUTL KAu-
HMYyeckre pekoMeHaaLUmMmn pasaeom 0 puckax
POACTBEHHMKOB U HEOBXOAMMOCTM PEKOMEH-
[10BaTb MM HauyaTb NpoduaakTnyeckoe TecTu-
poBaHMe (10 NPOSBAEHNS NEPBbIX MPU3HAKOB).
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Takxe Heobxoaumo yaennTb 0coboe BHW-
MaHue MHGOPMUPOBAHHOMY 106POBOILHOMY
cornacuto, KoTopoe MOAMUCHIBAET NalneHT
Npu 0bpalleHnn B MEAMLMHCKYIO OpraHm3a-
LLMIO, B YACTHOCTM 06PaTMTh BHUMAHME Ha Xe-
N1aTeNbHOCTb 3aMONHEHMS AaHHbIX O POACTBEH-
HUKaX, C KOTOPbIMW OH TOTOB MOAENNTHLCS
CBOVIMU MeAMLMHCKMMU AaHHbIMK. B HacTos-
Liee Bpems yTBEPXAeHHas dopma’® He cosep-
XUT B cebe pazfena o nnuax, KoTopbiM naum-
€HT paspeluaeT nepeiaBaTb CBOM AaHHbIE.

OTaenbHO xoTenoch 6bl 06paTUThL BHKMA-
HWEe Ha BO3MOXHOCTb [JOMONHEHWS PEKOMEH-
Jaunii  BO3MOXHOCTbIO Bpadya COCTaBAATh

1 nepejasatb MaLMEHTy NWCbMa C ONWUCAHU-
€M HOCMTE/NbCTBA FEHETUYECKMX BapuaHTOB
ANS fanbHeWwen nepenayn poACTBEHHUKAM
naumenTa. CocTaBieHue Takoro AOKyMeHTa
NO3BOAWT MaLMUEHTY KOPPEKTHO nepeaaTh MH-
dopmaLnio CBOUM BAUZKKM, MpK 3TOM paspa-
60TKa CTaHAAPTHbLIX HOPM UHPOPMUPOBAHUS
CHW3WT TPyA03aTpaThl Bpayei Ha 1x cocTaBe-
Hue. Takne GopMbl MOTYT BbITb PACCMOTPEHI
1 COTNACOBaHbl 1OKAbHbIMU 3TUYECKMMMU KO-
MUTETAMU MPU MEANLMHCKUX YUPEXAEHUAX
Q115 COOTBETCTBMA KOPPEKTHOCTU HOpMy/N-
POBOK C 3TWUUYECKON ToukM 3peHns (Beskow &
O’Rourke, 2015).
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Abstract

For thousands of years India has been producing plants with desirable traits by
conventional breeding methods. Through controlled cross breeding, several gen-
erations of our indigenous farming families have not only identified and selected
but have also combined and propagated plants with favorable characteristics. This
has been succinctly put by Viva Kermani, the environmentalist, in the following way:
‘Indian farmers have legitimate claims to be scientists, innovators, natural resource
stewards, seed savers and hybridization experts.’ It is, therefore, ironical and ago-
nizing that even though non-genetically modified agriculture is inextricably inter-
twined with Indian culture, history and ethos, and India produces enough to satisfy
the hunger of its masses, there has been a push to promote genetically modified
crops [GMCs] in India. Mammoth seed MNCs are greedily waiting to prey upon our
multi-billion rupee seed market. This will create havoc with the lives of our farming
communities; human, animal and plant life; agriculture and food safety and securi-
ty; environment; and our rich bio-diversity.

What are GMCs? Is there a need for such crops in India? Are there any risks relat-
ed to GMCs? Do case studies support the mythical advantages of GMCs? What is
the road ahead for India? This paper raises these questions.
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leHeTMUeckn MoagndULMpOBaHHbIE KYIbTYpbl:
ar sBnepea nam karacrpoda?

Hunuma Yanaupamanm™
Konnepx Hapwu lypcaxanu, TxaHa, IHans

AHHOTauusa

Ha npoTsxxeHun Teicauenetnii B VIHAMW BbIpaLWLMBaINCh PACTEHNS C XKEeNaeMbIMU Xa-
paKTepuUCTUKamMu TPaANLMOHHBIMI METOAaMN CeNnekLmmn. HeckonbKo MoKoNeHnn ce-
MeW 13 YMcna KOPEHHbIX HapOLOB, MPOV3BOANTENEN CENbXO3MPOAYKLMN, HE TONbKO
HaxXOAMAM N OTOMPAU, HO TakKe OObEAVHSIN U PA3BOAWAN pacTeHUs ¢ bnaronpusT-
HbIMV XapaKTepucTUKamy NoCpeCcTBOM KOHTPOMMPYEMOrO ckpelunsaHus. o cno-
BaM 3alLMTHMKA OKpYyKatoLLlen cpesbl Buebl KepmaHu, <uHanickmne gepmepbl umetot
3aKOHHbIE MPETEH3MI HA TO, UTOBbI BbITh YUEHbIMU, HOBATOPAMM, PACMIOPSANTENSIMM
NPUPOAHBIX PECYPCOB, XPAHUTENASIMM CEMAH U IKCMEPTAMU MO rmbpuransaLnms. XoTa
reHeTnyeckn He MoAMPUULMPOBAHHOE CEbCKOE XO3SCTBO HEepa3pbiBHO CBA3aHO
C UHAWCKON KyNbTYpOW, UCTOPUEN 1 3TUKOW U VIHAMS NPOM3BOANT AOCTATOYHO, YTO-
6bl YTONUTb rOM0/, CBOWX MacC, B VIHAMM HaBMN0AAeTCsl TEHAEHUMS K NPOABUKEHMIO
reHeTnyeckn moanduumpoBaHHbix kynstyp (TMK). OrpomHble TpaHCHaUVOHabHbIE
KOPMopaLmm € XaLHOCTbIO XAYT BO3MOXHOCTH 3aXBaTWTh Hall MHOTOMUANMAPAHbIV
PbIHOK CEMSAH. ITO CO31aCT Xa0C B XKM3HU HALLMX GEPMEPCKIX COOBLIECTB; KU3HM Jt0-
Nel, KNBOTHBIX U PACTEHUIA; CEbCKOM XO39/CTBE U NPOAOBONLCTBEHHOM 6e30MacHo-
CTW; OKpY>KaloLLLelt cpefie v Halem 6oraTom 61uopasHoobpasmu.

Yto Takoe TMK? ECTb 1M HEOBXOAMMOCTb B TakmX KynbTypax B ViHAnn? CyllecTByioT
7N Kakune-mmbo pUCki, CBA3aHHble ¢ HAMK? [OATBEPXKAAIOT I TemaTudeckne nccne-
nosaHua muounueckne npemmyuectsa FMK? Kakorn nyTsb xaet Mnano? [lanHasa cta-
TbS MOAHVMAET 3TU BOMPOCHI.

KnioueBble c/ioBa: reHeTnyecku MO,EI,I/ICI)I/ILI.VIDOBaHHbIe KY/NbTYPbl, CE/IbCKOE XO39MNCTBO, NHaus, 6ruobeso-

NaCHOCTb

Ana uutupoBaHus: YaHampamanu, H. (2023). lfeHeTuueckn MoanduLMpoBaHHbIe KyNbTypbl: Lar Brepe/
nnw katactpoda? Lex Genetica, 2(2), 74—84 (In Russ.). https://doi.org/10.17803/lexgen-2023-2-2-74-84
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Hunanma Yangmpamanu

leHeTMueckn MoaMPULMPOBaHHbIE KYNbTYpbl: WAr Brepes uam katactpoda?

Introduction

With its huge pool of bio-diversity, India is
the owner of innumerable seeds, plants, crop
varieties and other genetic material. Under
the traditional farming system and mixed
cropping pattern, our small-scale subsistence
farming communities have generated this
bio-diversity by identifying, domesticating,
breeding, improving and conserving plant
varieties. These farm families have also identi-
fied unique traits such as: high yields, disease
resistance and resistance to environment con-
ditions in these plants; and modified and im-
proved agriculture by crossing and selection.

It is a paradox that at a time when sustain-
able farming and low-input agriculture is
the need of the hour, India, instead of adopt-
ing an even more sustainable, ecological
and organic agriculture as the way forward,
is being swayed by the false propaganda
that only CMCs, with their increased yields
and decreased use of pesticides, will save
the country from hunger. In reality this is a re-
sult of food inequity and wrong agricultural
trade policies and not food insufficiency.

What are GMCs?

A genetically modified organism is a living
organism' whose genetic material has been
altered by inserting a gene which imparts
new properties the organism never pos-
sessed earlier. For example, bacteria is not
capable of producing human insulin, but if,
by genetic engineering, its DNA is altered

"It may be a micro-organism or a plant oran animal.

by inserting in it a gene for human insulin, it
becomes capable of producing human insu-
lin in commercially exploitative quantities.
Cenetically modified organisms are used
to produce medications, pharmaceutical
agents, bio-fuels, industrially useful goods
and genetically modified foods. The first
CM mouse was created in 1974; the first GM
plant for antibiotic-resistant tobacco in 1983;
and the first CM food, the FlavrSavr tomato?,
in1994.

CMCs are plants which have genes, de-
rived from other species, transplanted into
them to impart attributes of those species.
The inserted genes can be from species
found in the same kingdom,® for example
plant to plant, or between kingdoms,* for ex-
ample bacteria to plant.

In advanced countries, hundreds of plant
varieties, especially cash crops which are
in high demand such as soybean, cotton,
maize, canola, corn, have been engineered
by importing genes from other species. More
than ten per cent of the world’s arable land
is said to be under GMCs. The principal pro-
ducers of GMCs are the US, Argentina, Brazil,
China and Canada. In the US, 94 per cent
of the planted area of soybean, 96 per cent
of cotton, and 93 per cent of corn are GM va-
rieties.’

In 2015, thirty eight countries, of which
nineteen from the EU, banned GMCs.

It has been projected that the purpose
of genetically modifying a plant is to intro-

 The anti-freeze gene from the cold water fish was injected into the tomato to make it frost resistant,
thereby increasing its shelf life by preventing it from softening after ripening. Being unsuccessful, it

was withdrawn from the market.
* Cisgenic plants.
*Transgenic plants.
S https://en.wikipedia.org accessed on 26 may 2017.
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duce a new beneficial trait, property or func
tion in that plant which does not occur natu-
rally by mating and/or natural recombination
inthatspecie. Examples of new traitsin GMCs
include: high yield; increase in shelf life®,
resistance to disease, pests’ and weeds®,
resistance to environmental uncertainties
such as drought? soil salinity, frost, tempera-
ture; reduction in spoilage™; and improving
the profile, especially the nutrient profile
of the crop

Mythical Advantages of GMCs Belied

Tall claims such as: higher yields; less use
of resources like land, water and pesticides;
reduced farm costs; increased farm profits;
improved nutritional content in food; im-
proved soil and environment conditions and
lower food prices are made to promote GMCs.
Most of these claims are based on flawed
studies that are not peer reviewed. Often
the sample sizes are small or the duration
of the study is too short. Further, the ma-
jority of these studies are funded by seed
corporations with a vested interest. None
of the studies are published in academic
journals. Further still, claims are made even
though the risks related to GM food have nei-
ther been adequately examined, nor the GM
foods sufficiently tested by independent
health experts and scientists.

It is shouted from the roof tops that GMCs
will produce more food sustainably whilst

¢ FlavrSavr tomato.
Bt cotton, Bt potato, Bt maize.

using fewer resources, they will provide
a healthier environment by saving on pesti-
cides, decrease greenhouse gas emissions
and increase crop yields substantially. Advo-
catesargue thatthe introduction of GMCs will
help meet the food demands of the ever in-
creasing world population and eradicate hun-
ger and malnutrition. It may now be known
that our planet produces more than enough
food to satisfy everyone’s hunger. There is
a staggering food surplus. The issue is not
of food sufficiency but of food justice. Only
those who can afford food, can have it. There
is hunger amidst plenty. Food is wasted. Half
of the food produced in the USis thrown away.
The same is the case in many of the European
countries. India is no better. This discarded
food can be used to feed millions living in ab-
ject hunger in other parts of the world. GM
food is being cultivated not out of any con-
cern for the distressed millions who go to bed
on an empty stomach. It is an attempt to sat-
isfy the insatiable greed of a handful of seed
corporations.

Moreover, claims by agri-business that
CM seeds will give better yields, benefit soil
and agriculture, and counter climatic vaga-
ries have proved false. In the US and Canada,
where GMCs were welcomed with open arms,
the yields did not increase nor did the depen-
denceon pesticides decrease. Onthe contrary,
Europe which did not adopt GM technology
did better! In India too, the non-Bt cotton

¢ Tobacco engineered to be resistant to herbicide bromoxynil; soybean engineered to resist weeds.

? DroughtGard maize resistant to drought.

®Potato engineered to prevent bruising and consequent spoilage.
TArcticapples that prevent browning of the fruit afteritis sliced open; wheat free of gluten, a major cause of allergy;
vegetables with higher vitamin A content to fight heart diseases; golden rice genetically engineered to contain

vitamin A and iron to prevent nutritional deficiency.

2Hakim, D. (2016). Doubts About the Promised Bounty of Genetically Modified Crops. New York Times, 29 October.

Lex Genetica. 2023. Volume 2, No. 2.74-84

| 77 |



Hunanma Yangmpamanu

leHeTMueckn MoaMPULMPOBaHHbIE KYNbTYpbl: WAr Brepes uam katactpoda?

varieties gave similar quantities of yields as
the Bt-cotton variety. The use of pesticides
has gone up tremendously in India with
the cultivation of Bt variety. Even in China
the farmers have had to apply twenty times
more chemicals to control cotton pests. It is
ironical that the Bayer-Monsanto combine
will now sell both, the harmful GM seeds as
well as the toxic pesticides.

Consequently, farm costs have increased,
farm profits reduced and food prices in-
creased. Instead of the cotton farmers earn-
ing more, Bt cotton resulted in suicides by
huge numbers of Indian cotton farmers, who
were indebted due to high prices of Bt cotton
seeds and the failure of the Bt variety. The soil
and environment too have borne the brunt
of genetic engineering. Our scarce and valu-
able resource like land is being endangered
by open air trials of GMCs resulting in shrink-
age of bio-diversity and contamination of our
organically grown food crops by the GMCs.

Monsanto, the champion of GCMCs,
was compelled to leave Europe because
of the mass protest against GMCs. The com-
pany had to cutits workforce and pay millions
in compensation for the irreparable damage
caused by its GM seeds. India too should in-
sist on compensation from Monsanto for all
the damage it has caused to our farmers, ag-
riculture and environment.

Risks related to GMCs

GMCs have raised valid concerns all over
the world. The loss caused by them can have
cascading effect on health, agriculture, indig-
enous farm communities, environment and
biodiversity. This loss can be irreversible.

Star Link corn injected with Bt toxin pes-
ticide in the US was released in a small area,
and when it was realized that the objec
tive had not been achieved, the US govern-
ment spent millions of dollars to recall it
but the recall was not successful. Pushpa M.
Bhargava, the nominee of the Supreme Court
on the Cenetic Engineering Appraisal Com-
mittee [GEAC], explained that encouraging
the use of bio-technology for production
of drugs does not create problem. If the drug
does not achieve its objective, it can be easily
withdrawn from the market and its produc
tion can be stopped. However, in the case
of GMCs, once a plant is released in the envi-
ronment, itis practically impossible torecall it
if it is harmful to human, animal or plant life;
or environment or bio-diversity. He has giv-
en two striking examples of water hyacinth
that choke our water bodies and parthenium
grass which causes allergy, both of which
came to India when we imported wheat un-
der the US PL 480"

GMCs pose the danger of introducing al-
lergens and other anti-nutritional factors
in food. The reason is obvious. The process
of expressing a foreign gene in a plantis in it-
self highly mutagenic. It disturbs the genetic
composition of the host plant. This disruption
in the bio-chemistry of the plant in turn re-
sults in production of novel toxins and aller-
gens in the food.

Jeffrey M. Smith in his book ‘Cenetic Rou-
lette™ writes cautiously that GMCs have
caused serious health problems to the sub-
jectswhowere fed onthose crops. Ratsadmin-
istered with CM tomatoes developed stom-
ach lesions and some died a premature death.

® Bhargava, P. M. (2016). Cenetically Modified Mustard and India’s Future. Economic and Political Weekly, 51(44—45),

40-43.

*Smith, ). M. (2007). Genetic Roulette: The Documented Health Risks of Genetically Engineered Foods. Yes Book Publishers.
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Those fed on GM potato exhibited abnormal
and potentially pre-cancerous cell growth
in their intestines, as well as an impaired im-
mune system, and under-developed brain,
liver and testicles. While the rats who ate GM
corn suffered from impaired blood cells, kid-
neys and liver, and those reared on GM canola
were found to be heavier. Other GMCs fed an-
imals had bleeding stomachs, inflamed kid-
neys and lungs, reduced digestive enzymes,
higher blood sugar levels, increased mortal-
ity rates, especially in their off-springs ®

It is quite possible that the genes injected
into the food crop could also negatively af-
fect human health. For example, anti-biotic
resistant genes, inserted in the CMC, may
be transferred from the food to the cells
in the gastro-intestinal tract in the human
body and cause irreparable harm. One study
revealed that a gene inserted into the soy-
bean spontaneously was transferred from
the GM food into the DNA of the gut bacte-
ria of the subjects who were fed on GM soy-
bean’® The gut bacteria in the intestine may
create a novel protein. If this protein turns out
to be toxicorallergic, it will create irrevocable
havocin the body even after the subject stops
eating GM soybean.

Another threat which arises from the use
of GMCs is the contamination of the non-
GMCs with the GMCs. Cross-pollination be-
tween GM plants and their wild relatives is
inevitable. Traditionally cultivated crops can-
not remain isolated from the impact of GMCs,

* bid

once the latter are released, even in open
air field trials. In Mexico, which is the global
centre for bio-diversity of wild maize, genes
from GM maize had contaminated its wild
variety by cross-pollination. In the US GM
herbicide-resistant creeping bentgrass was
found several kilometers away from its place
of plantation.” According to the environmen-
talist, Sailendra Nath Ghosh, isolation dis-
tance is needed both in terms of space and
time. According to him, a minimum isolation
distance of three to four kilometers of space
isolation needs to be maintained to prevent
contamination by cross-pollination. In order
tosatisfy timeisolation requirement, the land
on which GMCs are planted should lie fal-
low during the preceding and succeeding
years, since the gene introduced may persist
in the soil even after the GMC is harvest-
ed. This will entail a huge loss of use of land,
something which any country can ill-afford.
So the tall claim made by agri-business that
GMCs will require less use of natural resourc-
es such as land lies shattered. In some cases,
GMCs approved for animal food and industri-
al use have been detected in products for hu-
man consumption. This escaping of the genes
from the GMCs to the conventional crops will
have a cataclysmic effect on food safety and
food security. The contamination may also
result in creation of hybrid super-weeds resis-
tant to the most toxic herbicides.

Added to the list of risks related to GMCs, is
the potential for pests to develop resistance

® Sharma, B.P. (2014). Field Trials of GM crops: UPA's mischief against Biosafety and Human Health. https://doi.

0rg/1013140/RG.2.2.28773.91360

7Reichman,].R,, Watrud, LS., Lee, E.H.,Burdick,C.A., Bollman,M.A_, Storm,M ], King, G.A., & Mallory-Smith, C. (2006).
Establishment of transgenic herbicide-resistant creeping bentgrass (Agrostis stolonifera L)) in nonagronomic
habitats. Mol. Ecol., 15(13), 4243-4255. https://doi.org/10.1111/1.1365-294X.2006.03072.x

'8 Sailendra Nath Chosh (2010). GMO Crops: A Few Questians to the Genetic Engineering. Mainstream, XLVIII (6),

30January.
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to toxins produced by GMCs to kill them. It is
a well established fact that at a certain stage,
pests evolve resistance to the toxins devel-
oped to kill them. That is exactly what hap-
pened with Bt cottoninIndia. The bollworm,
which the Bt variety was developed to kill,
developed resistance to the toxin. Bt cotton
farms were ravaged by the same bollworm
that Bt technology was designed to destroy.
Worse still, Bt cotton was infested with oth-
er pests such as mealy bug and whitefly
that Bt variety was not supposed to destroy.
Consequently the farmers had to step up
their reliance on pesticides. These pesti-
cides are highly toxic. These toxins are said
to have been used by the Nazis in the Jewish
concentration camps, They were also used
during the blood-chilling war against Viet-
nam. Exposing human beings and the envi-
ronment to these lethal chemicals is a grave
violation of human and environment rights.

Yet another unintended effect that could
result from the insertion of a novel toxic
gene into a plant is the danger of the tox-
ic gene affecting other non-target organ-
isms in the eco system. A GMC could kill
and completely wipe out other harmless
and even favorable organisms, such as
bees, moths, butterflies, grass-hoppers,
earthworms and others usually found
in the fields and adjoining areas. In the US,
maize engineered to express insecticidal
Bt toxin harmed Monarch butterflies (a
unique American specie), the larvae of which
fed on the wild milkweeds growing near
the cornfields™ This will result in shrinkage
of bio-diversity.

Case study—Bt Cotton

India, the country which domesticated
cotton, is the leading producer and export-
er of its organic variety. Suicides by Andhra
farmers in the early 2000, due to heavy ex-
penditure on pesticides, was unfortunate-
ly given as a reason for opening up India’s
seed sector to foreign seed corporations.
Armed with its Bt cotton variety, Monsanto
invaded India in 2002. Today it controls 95%
of the cotton seed supply. extracting from our
hapless farmers huge amounts by way of roy-
alty/technical fees.

Despite several questions raised about its
quality, Bt cotton was approved for commer-
cial cultivation in India. Its subsequent failure
in almost all the locations where it was plant-
ed bears testimony to the fact that it was an
erroneous decision and a wrong step taken by
the country in 2002. In the opinion of Push-
pa Bhargava,® the success of Bt cotton was
over-emphasized. He points out that it failed
in rain-fed regions, and two-thirds of the cot-
ton growing regions in India are rain-fed. Fur-
ther the non-Bt variety produced a yield simi-
lar to that of Bt variety. Worse, in some States
pests developed resistance to Bt variety.
In other States, harmful pests such as mealy
bugs, on which Bt variety does not work,
appeared and set about ravaging the crop.
Thousands of cattle, grazing on the fields
after Bt cotton was harvested, died. Huge
numbers of cotton farmers, indebted due
to high price of Bt variety seeds and failure
of the crop, committed suicide.

According to Vandana Shiva, the Bt variety
has resulted in the depletion of nutrients and

¥losey,). E., Rayor, L.S., &Carter, M. E. (1999). Transgenic pollen harms monarch larvae. Nature, 399(6733), 214. https://

doi.org/10.1038/20338

20 Bhargava, P. M. (2016). Genetically Modified Mustard and India’s Future. Economic and Political Weekly, 51(44—45),

40—-43.
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water in the soil. The increase in the area un-
der transgenic seeds has led to an increase
in fertilizer consumption.? The beneficial soil
organisms being killed by the Bt toxin from
repeated Bt cultivation has totally devastat-
ed soil health.?? Not only has the microbial
population of fungi, bacteria and nutrifiers
reduced drastically but there is also a major
decline in species of pollinator population.?

Bt Brinjal

After getting a stranglehold over our most
vital cash crop, namely cotton, it was time
to target food crops in India. Of the three
proposed GM food crops which applied for
permission for large-scale field trials in India,
brinjal was the first to receive approval from
the GEAC in October 2009. The justification
offered was to reduce crop loss and thereby
increase the yield. But for the efforts of Alli-
ance for Sustainable and Holistic Agriculture
[ASHA], Bt brinjal would have found a place
in our kitchens and on our platters. ASHA
succeeded in furnishing substantial evidence
and scientific validation for potential health
hazards relating to Bt brinjal. It was pointed
out that the Bt toxin used in Bt brinjal was
a powerful immunizing agent which actively
binds to the gut cells of mammals. Further,
the two other genes used in Bt brinjal were
antibiotic resistant. Further still, the virus
used as a promoter in Bt brinjal could reacti-
vate dormant viruses and give rise to health
concerns like cancer. Good sense prevailed
and our environment ministry deferred

its decision on Bt brinjal release for a few
months, so as to enable the civil society to de-
bate on food, life and environmental safety.
The ensuing consultations, deliberations and
debates fortunately culminated in an indefi-
nite moratorium on the release of Bt brinjal.

GM Potato

Another aborted attempt was made
in 2003. This time it was GM potato, enriched
with proteins. This was despite the fact that
the country was producing sufficient pulses,
containing 20-26% protein. The surprising
part was that the country was sold the idea
that GM potato would address the prob-
lem of under-nourished children suffering
from night blindness. Even a school pupil
learns in science class that night blindness
is caused by deficiency of Vitamin A and not
due to a lack of protein! More surprising, even
shocking was the promise that the GM vari-
ety would be distributed free to the children
even when at the experimental stage!! Maybe
the intention was to reduce these naive and
unfortunate children to the level of guinea
pigs for the purposes of experimentation. It
is thanks to food safety and environmental
campaigners such as Devinder Sharma and
Suman Sahai, who through their prolific writ-
ings,* averted the disaster of exposing these
poor and innocent children to the harmful ef-
fects of untested GM potato. They also drew
the attention of the government that GM
potato would result in neglect of traditional
sources of protein and exacerbate protein de-

7 Shiva, V. (2015). The Future is Organic, not GMOs. Swadeshi Patrika, September, 28-31.

22 ibid
2 |bid.

# Sharma, D. (2003). GM Industry and Science. Swadeshi Patrika, December, 26—27; Sahai, S. (2003). Is GM Potato
Six Months Away? Suman Sahai Blog, 13 June. Available at: https://sumansahai-blog.blogspot.com/2003/06/is-gm-
potato-six-months-away.html; Sahai, S. (2003). Splice of Life: GM Potato come a Cropper. Times of India, 21 June.
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ficiency. The country was cautioned that as
the studies on gene insertion were done only
in one vegetative generation® and not in sev-
eral sexually reproduced varieties character-
ized by flowering and seed setting, the sta-
bility of the sexually reproduced GM variety
could not be predicted. Also if the gene from
the protein-rich amaranth plant was not
properly integrated in the potato plant, then
the protein expression in the GM variety
of potato would be unstable and after some
sexual generations might even disappear
completely.

GM Mustard

Within just ten years from the launch
of yellow revolution in the mid eighties, India
transformed itself from being a major im-
porterof oil-seeds to becoming self-sufficient
in oil-seed production. However, with WTO
mandating tariff reductions® and compul-
sory imports from 1January 1995, India, once
again, became the world’s largest importer
of cooking oil. Today we import 67 per cent
of our cooking oil.# Instead of bringing back
on track our derailed oil-seed production
program by revisiting our mistaken trade
policies and reviving the oil-seed technolo-
gy mission of nineteen eighties, there was
a push to get GM mustard commercialized
and grown on Indian farms. The illogical rea-
son for the commercial cultivation of the GM
variety of mustard was to reduce our depen-

dence on import of cooking oil by increasing
our oil-seed production. The alluring prom-
ise of higher Bt cotton yield has now been
sufficiently belied. What assurance is there
that GM mustard will be anything different?
Should we not take a lesson from history? It
may not be out of place to recall what our for-
mer Union Cabinet Secretary, T.S.R. Subrama-
nian, said. Relying on FAO data, he revealed
that the highest yields in mustard are from
five countries, UK, France, Poland, Germany
and Czech, which do not grow GM mustard
and not from GM mustard growing countries,
such as the US or Canada ?®

Moreover, the herbicide-tolerant technolo-
gy used in GM mustard will have a dire effect
on small bio-diverse farms which abound
in India. Farmers will have to increase their
reliance on herbicides, in order to combat
the super weeds which GM mustard technol-
ogy will promote. The increased use of herbi-
cides will have a detrimental effect not only
on human health but also on animals grazing
on the fields after harvest. Further, the dan-
ger of the GM variety contaminating the or-
ganicvariety in the neighboring farms cannot
be ruled out.? Further still, the fear of the su-
per weeds becoming resistant to herbicides
in the long run, must also not be brushed
aside as remote. Above all, there will be a mo-
nopoly on mustard seed, just like cotton seed.

Itwould be folly to overlook the risks of GM
mustard just because the technology is de-

 |n vegetative generation the potato is sliced into several pieces. Each piece serves as a seed and is used for sowing
the next crop. This process goes on. There is no flowering, no seed setting as in sexual reproduction.

26From 300% to zero level

ZWe import palm oil from Indonesia and Malaysia and soybean oil from Brazil and Argentina.
2 Subramanian, T.S.R. (2017). Say no to GM mustard. There Formidable social, economic and environmental reasons
why it should not be cultivated. The Hindu, 25 May. Available at: https://www.thehindu.com/opinion/op-ed/say-no-

to-gm-mustard/article18573107.ece.

» Fearing contamination of their crop, farmers and activists in Madhya Pradesh, the fourth major State producing

mustard, have opposed GM mustard.
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veloped by scientists and academicians at an
Indian university. Once GM mustard, the first
food crop, is approved for commercial cultiva-
tion, it will open the flood gates for other GM
food crops. Foreign seed corporations have
a monopoly on most GM food crops. They
have already patented GM varieties of coffee,
pepper, cauliflower, cabbage, melons, mush-
rooms, peas. The list is endless. Agriculture
which is the backbone of Indian economy
and employment generation, has already
been very badly hit by the WTO'’s Agreement
on Agriculture. With the entry of CM food
crops it will be completely shattered.

In view of the above it is beyond compre-
hension as to how and why GM mustard
received approval by the regulatory authori-
ty. This was despite the fact that proper pro-
cesses and procedures were side-lined. Four
high-powered committee reports were by-
passed The recommendation againstopenair
field trials, let alone commercial cultivation,
until a robust regulatory authority is in place,
was ignored by the Supreme Court appoint-
ed Technical Expert Committee. Once again
public good overcame corporate greed and
permission to GM variety was denied by our
ministry, as was done in Bt brinjal.

Conclusion

The road ahead for India is certain-
ly not GMCs. Introducing GMCs in India,
at a time when the demand for organic food
is on the rise not only in India but all over
the world, is nothing but sheer folly. Espe-
cially when the myths enveloping GMCs
have been adequately exploded. According
to Economic Survey of India, our country pro-
duces 100 million tons of rice, 95 million tons
of wheat, 170 million tons of vegetables, 85
million tons of fruits, 40 million tons of coarse
seeds and 23 million tons of pulses: much

more than what we need for our consump-
tion. This amazing feat has been made pos-
sible by the ingenuity and hard labor of sev-
eral generations of our indigenous farming
families, who cultivate more than what is re-
quired for our masses. So our problem is not
insufficient food. Rather it is food equity and
the wrong agricultural trade policies.

It is often argued that GM food poses no
greater risk to human health than conven-
tional food. However, the myriad formidable
social, economic and environmental prob-
lems associated with GMCs do raise valid con-
cerns which cannot be wished away. These
crops have been labeled ‘Frankenstein crops'.
According to the French environmentalist
and writer, Nicholos Hulot, they are the ‘ug-
liest face of imperialism and capitalism’. Not
enough work has been done to establish
the long term impact of GM food crops
on human health, environment and agricul-
ture. Tests conducted are either flawed or
rigged, and mostly funded by giant multi-na-
tional seed companies. Tests conducted over
short periods of 2—3 months are grossly inad-
equate to test the negative effects which be-
come patent only after 23 decades.

Let us not forget that gigantic MNCs, deeply
entrenched in the pharmaceutical sector, are
creating havoc with Indian healthcare. Some
of these like Bayer AG, along with others like
Monsanto are prying open our seed sector,
the life-line of our nation. The Patent Act, even
after its last amendment in 2005, does not
permit the patenting of seeds. These corpora-
tions are therefore attempting to strangulate
our agriculture through GM food crops. Mon-
santo has sought patent in India for its Boll-
gard technology. It has obtained plantvariety
protection certificates for more than a dozen
varieties of corn. The foreign agri-business
with its subsidiaries and franchises will lap up
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the profits by selling their toxic seeds and even more toxic pesticides and herbicides. The costs
for this disastrous technology will be borne by indigenous farm families, society, agriculture,
environment and bio-diversity.

India must resolutely cease its dependence on GM technology in agriculture. Let us draw
alesson from Argentina whose economy has been totally dependent on growing and exporting
Monsanto’s CM soybean and its products for the last two decades. Monsanto has abused its
dominant position in Argentina and has threatened to leave the country and throw its econo-
my into turmoil, if the farmers in Argentina do not pay royalty on export of soybean products
from second generation seeds. This is in addition to the royalty paid by the farmersin Argentina
at the time of purchasing the seeds. The same tactics were adopted by Monsanto in India when
the maximum sale price of Bt cotton was being fixed by the Indian government at 800 rupees,
in order to give relief to the farmers reeling under severe indebtedness due to high price of Bt
cotton seeds. Monsanto, knowing very well that 95% of the cotton grown in India uses its tech-
nology, threatened to leave our country.

Instead of wasting our precious resources on GM food we should focus on improving our
existing local and hybrid varieties, which produce the same, if not more, yield than GM variet-
ies. Our concentration should be on those farming practices which strengthen our indigenous
farm families and assure them of their rights over their own seeds and traditional knowledge.
The government should address the issues of: farmers’ indebtedness and consequent suicides;
availability of quality seeds at affordable prices; depletion of natural and biological resources;
support prices for crops; increasing cost of production; and price stagnation. The government
should also ensure that the foods imported into the country are non-GM foods. If GM foods are
imported, they should be marked as ‘GM’.

Let us not be so gullible as to be swayed by the fact that only GMCs can save the country from
famine. If that was so then why do millions go to bed on a hungry stomach in the United States,
which is the champion of GMCs?
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12 mas 2023 roga LleHTp npaBa 1 61M03TUKK
B chepe reHOMHbIX UCCNefOBaAHMIA U NpUMeHe-
HUSl FeHeTUYeCKNX TEXHONOTUIA YHIBEpCHUTETa
nmenn O.E. KytaduHa (MIHOA) BbicTynun op-
raHM3aTopoM Hay4Horo meponpusaTus «fpaso
Y reHeTuYeckne TeXHONOTMK: ApariBepbl pocTa
¥ NPensaTCTBMS K MPOrpeccy», NPOBOAVBLIErO-
cs B pamkax [leTepbyprckoro mexayHapos-
Horo topuanyeckoro dopyma. Moaepatopom
mMeponpuaTus ctan ampekTop LleHTpa npasa
1 6103k MI'HOA Oner MpuHb.

B npouecce ancKyccum yuacTHUKKM obcyan-
/N NpaBoBble NPOBAEMbI, CBA3aHHblE C YCKO-
PEHHbIM  COBEPLUEHCTBOBAHMEM  reHeTuue-
CKMX TEXHONOMWiA B Poccum v ux BHeapeHvem

B NpakTuKy. B HacTosllee Bpems MnpaBoBoe
obecneyeHne pasBUTUS FeHETUUECKMX TEXHO-
7ornin TpebyeT KOHLENTYaNbHOTO COBEpLIEH-
CTBOBaHWS: BUONOTU, TEHETUKM, MEAVKH U pYy-
rvie cneumanucTbl NpU NpoBeAEHNN FEHOMHbIX
NCCNeAoBaHUIA 1 NPUMEHEHWIN TEHETUYECKMX
TEXHONOTUI  CTAKMBAKOTCA C  MHOXECTBOM
opuANUecKnx Npobaem, pelieHne KOTOpbIX
[laneko He BCeraa HaxoAWTCs B MAOCKOCTU
NpVYMeHeHWs aeiicTBytollero npasa. B aToin
CBA3W HEOOXOAMMO BbIpabaThiBaTh MPUHLMMIN-
a/IbHO HOBbIE LPUANYECKIME PELIEHNS.
3amectutens pykoBoauTens Annaparta Mpa-
ButenbctBa Poccuiickoin Pepepaumn Onbra
KpvBoHOC npeactaBuia npasosyto 6asy, pe-
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TYAVPYIOLLYIO  MPUMEHEHME  FeHEeTUYeCcKmnx
TEXHONOTUIA, W pe3ynbraThl AeSTeNbHOCTU re-
HOMHbIX LIEHTPOB MO HampaBieHMsAM, KOOp-
OVHVpYyembiM  [1pasuTensctBom  Poccrinckon
Pepaepaumn. Cpean reHOMHbIX LEeHTPOB 6biin
BblENEHbI CieflytolLme LeHTpbl: KypyaToBCKui
FEHOMHbIN LUEHTP, OAHUM W3 HanpaBAeHWit KO-
TOpOro BASHKOTCS FeHeTnYeckne TeXHONOorum
QN5 CeNbCKOro X034MCTBA M MPOMbILLIIEHHOW
mukpobuonornm; LIeHTp BbICOKOTOUHOMO pe-
NaKTUPOBAHNS W TeHEeTUYECKUX TexXHONOrnii
N9 BUOMEANLMHBI, CO3AaHHbIA B LENax pe-
anmzaunm [porpammbl pasBuUTUS reHeTuYe-
CKMX TEXHONOMMI Ha 2019—2030 roasl; LLFIMMY
no obecneueHuto bronornueckoin besonacHo-
CTV M TEXHONOTNYECKON HE3aBNCUMOCTM.

Kpome TOro, B cBoem BbicTynneHnn Onbra
BnaanmmnposHa o603Haumna npobnemy, ceszaH-
HYIO C OXPaHOM pe3ynsTaToB MHTENNEKTYa bHOM
JEATeNbHOCTY B Chepe MeanLMHbl 1 0COBeH-
HOCTSMMW  3alMThl  MHTEANEKTYalbHbIX MpaB
npu NPUMEHEHUN TEHETUYECKMX TEXHOMOTMNIA.

«Bce reHeTMyeckue AaHHbIe AO0MKHbI ObiTb
cobpaHbl B eAMHYI0 cUcTeMy», —oTMmeTnna Onb-
ra KpuoHoc. ®parmeHTapHOCTb U Heobs3a-
TENbHOCTb 3aMONHEHUSI BHYTPEHHMX CUCTEM
opraHvsaumii npueena K TOMy, 4YTo Kaxaas
opraHu3aumsg B arpornpoMbilNIEHHOM CeKTo-
pe, B MeAVLMHCKOW AeaTenbHOCTU U APYTnX
HamnpaBAeHUsx WMeeT CBOK 6asy [AaHHbIX
C MHGOpMaLMen, KOTOPOM HUKTO He MOJb3y-
eTcd. Ha AaHHbIA MOMEHT npw KypuaToBCKOM
MHCTWTYTE Co34aHa rocyaapctBeHHas Ha-
LMOHaNbHaa 6a3a reHeTnyeckon WHdopma-
LMK, 3aN0SHEeHMe KOTOpolt 06s3aTenbHo. OHa
npeanonaraeT ABa BuAa AOCTyNa — 3akpbiTbii
1 OTKPbITbIA, KOTOPbIM MOTYT BOCMO/Ib30BATHCA
Ntobble MeANLMHCKME OpraHM3aLmm.

Omutpun TMbIWHBIA, 3aMecTUTeNb MUHU-
cTpa MUHUCTEPCTBA HayKM U1 BbiCLIEr0 06pa3o-
BaHus Poccuiickorn Meaepalinm, SBASIOWMIACS
Kypatopom ®DeaepanbHOR HayyYHO-TEXHUYE-
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CKOM MpOrpammbl pas3BUTUS TEHETUUYECKMX
TexHoNorn Ha 2019—2030 rofbl, NpeACcTaBu
Hanpas/ieHus peannsaumm nporpammsl. e
XOL 13 3a/a4, NpeayCMOTPEHHbIX CTpaTernen
Hay4YHO-TEXHONOTMYECKOro pa3sutus Poccuia-
ckon depepaumn, onpeneneHsl cneaytouive
HanpasAeHus peanmsauumn nporpammbl: 6G1o-
6e30MacHOCTb 1 obecrnevyeHne TexHonormye-
CKOM HE3aBUCUMOCTUN, TEHETUYECKME TEXHO-
NOrMn AN pasBUTUS CeNbCKOTO XO35MCTBA,
reHeTMyeckme TEeXHOAOrUM AN MeANUMHbI
N FeHeTUYecKme TEXHONOTUN A8 NPOMbILLIEH-
HOW MuWKpobuonorun. AmuTpuii Braaummnpo-
BWY OTMETUA pe3y/bTaThl B 06/1aCTH CenekLmm,
MeAVUMHbI U TEHETUKW, AOCTUTHYTbIE B pam-
kax peanmsaumm ®HTI pa3BuTUS reHeTuye-
CKNX TEXHONOTNI Ha 2019—2030 rofbl.

OnHy W3 KMoueBbix npobnem MpasoBo-
rO perynupoBaHva B 061aCTU TeHETUYECKMX
TexHonornii obosHaumn Cepreit BarHeHko,
pekTop Tlepsoro CaHkT-lleTepbyprckoro ro-
CYLapCTBEHHOTO  MEAMLMHCKOTO  YHMBEPCU-
TeTa UMeHM akagemmka W.I1. Maenoa. OHa
CBS3aHa C MaTEHTOBaHMEM  MHOCTPaHHbI-
MW KOMMaHUSMWU OMNpeaeneHHbIX Crnocobos
NN PEe3yNbTaTOB EHOMHbIX WCCAeLOBaAHWN,
YTO B Aa/IbHEeAWeM MNPUBOANUT K HEBO3MOX-
HOCTM MX NPUMEHEHUS POCCUNCKUMUK mcChe-
foBaTeNsiMu. BO3MOXHBIM  BapuaHTOM npe-
OLONEHUS  CNIOXKMBLUENCS  CUTyauuu  9BNS-
eTCcqd  TOCMUTANbHOE WCKMOYEHNE, OAHAKO
HOPMbl  AEACTBYIOWENO POCCUMCKOrO  3ako-
HOAATeNbCTBA HE MO3BOAFKT CO34aBaTb eH-
HO-MOAMDULNPOBAHHbIV KNETOUHBINA MPOAYKT
AN NalneHTa, Haxoasuwerocs B MeANUMH-
CKOM YUYpexaeHuu, OTIMYHOM OT TOro, B KOTO-
pOM pa3paboTaH HeoBXOAUMbIA KNETOUHbINA
npoayKkT. [loTeHUManbHbIM pelleHnem AaH-
HOW Npobnembl MO0 Bbl CTaTb 3aKpeneHne
npaBa Ha WCMNONb30BAHME pPE3YNbTATOB WUC
CNefoBaTeNbCKOM  AedTe/IbHOCTU B [1IOTOBO-
pe (cornaweHnun) o COTPyAHMYECTBE MeXAy
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MeAUUMHCKMMUN OpraHn3aumnsamm, COBMECTHO
NpOBOAAWMMY HAYYHbIE NCCNEA0BAHMS.
TatbsiHa flkoBfieBa, MepBbii 3amecTuTeNb
pykoBoanTens ®epepanbHOro MeanKo-61ono-
ruueckoro areHtctea (PMBA Poccum), obpatu-
N1a BHUMaHWe Ha NpaBoBble Npobaembl NpoBe-
LleHUs TeHeTNYecknx UccnefoBaHnii B coepe
cnopta. Cnvkep noavepkHyna, uto B Poccumii-
ckoin Pepepaumm B HacTosulee Bpems Mpo-
BOAATCH Takue WCCNefoBaHWUs, Kak OLEeHKa
pYCKa BHE3amHoW CMepTu B CMOpTe, OLEeHKa
PUCKOB HaCNeACTBEHHbIX 3ab0neBaHwuid, nos-
roToBneHa 6asa Ans Co3naHUs reHeTUYeckoro
nacnopTa CMopTCMeHa B Lensx peanvsauum
NHAMBMUAYAbHOrO TPEHMPOBOYHOTO MpoLec
ca. CerofiHs reHeTnyeckune nccnefoBaHus no-
3BONIAIOT 06ecneunTs oTHop nepcnekTUBHON
MONOAEXN AN Y4acTus B CMOPTUBHbBIX COpEB-
HOBaHWAX, OHAKO NPAaBOBOE pPEryIMpoOBaHue
OTHOLLIEHWI B YKa3aHHOW 061acTh OTCYTCTBY-
€T, Ha 3aKOHOAATe/IbHOM YPOBHE HEOBX0AMMO
onpesennTb OCHOBaHWS 1 Npasuna Ansg nepe-
Jaun Takon vHdopmaummn, obecneunTb 3alim-
Ty OT AMCKPUMMHALMN NpU ee nepeaaye.
Mpobnematnke pa3paboTky NpaBoOBON OC
HOBbl MPUMEHEHWS NepcoHaNN3MPOBAHHbIX
NeKapCTBEHHbIX MpenapaTtoB MOCBATUA CBOE
BbicTynneHve Anekceinn ToproB, 3amecTuTeNb
reHepanbHoOro [AupekTopa Mo KOpnopatue-
HbIM CBA39IM M KOMMyHuKaumam AO «BNO-
KAL». Kpome Toro, cnvikep o6paTun BHUMa-
HMe Ha npobnaemy cbopa 6GMONOTUUECKOrO
matepuana B LeNsx OCyLLeCTBAEHNS HayYHbIX
nccnefoBaHWiA A8 paHHEro sTana W3roTos-
NeHUs NekapCcTBEHHbIX npenapaToB. Cnewuu-
annCT NOAYEPKHYN, YTO B HacTosllee Bpems
oTcyTcTByeT dopma MHPOPMUPOBAHHOIO [A0-
6POBOLHOIO COMacKs, NO3BOASIOLLAs BKJIO-
UUTb BECH 06BEM HEOBXOAMMON MHbOPMALLUK
(Hanpumep, MHbOpPMaUMIO O TOM, B KakoMm
nccnenoBaHnM  ByneT MCNonb3oBaTbcs 6GUO-

JIOTUYEeCKUIA MaTepuan, Ans Kakux uenen, Ha-
3BaHMe M3roTaBAMBaEMOro npenaparta 1 T. 4.)
N MMeroLLas ANUTeNbHbIA CPoK AencTBKS. [1pn
5Tom 061,aa Gopma MHGOPMUPOBAHHOIO A0-
6POBO/ILHOO COrNACKs Npu OTCYTCTBUN B Hell
KOHKPETHbIX GOPMYIMPOBOK MOXET MPUBECTU
K MPEeTeH3MsIM CO CTOPOHbI NaumMeHTa — yyacT-
HMKa wnccnepoBaHus. Cnnkepom npeanara-
€TCA pacCMOTPETb BO3MOXHOCTb pa3paboTku
TUNOBOK HOPMbI UHPOPMUPOBAHHOTO A06PO-
BO/IbHOTO COracua mpu mnoayyeHnn 6uono-
TMYyeckoro matepuana naymeHTa B LENsx ero
NanbHeNLero 1Cnofb3oBaHNs B HayYHbIX WC
CnefoBaHMsX.

Myn npobaem, TpebyIoLLMX PeLleHns co CTo-
POHbI 0PUANYECKOro CO0BLECTBa, B CBOEM
BbICTYNAeHnn 0603Haumn AHapeit notos,
PYKOBOAWTENb OTAENa FEHOMHOW MeAWLUMHbI
HayuHo-nccneaoBaTebCkoro MHCTUTYTa aky-
WepcTBa, MMHEKOAOTUM 1 PenpoayKTONorimn
nmenn [.0. Otta. OH OTMETUA, YTO B HacTOs-
lee Bpems BO3HMKAA HEOBXOAMMOCTb M3Me-
HeHWa obbekTa NCCAef0BaHNA: MOMUMO MaLy-
eHTa K Taknm 06bekTam MOXET BbiTb OTHeceHa
cembs M mapa, KoTopas mnaaHupyet bepemeH-
HOCTb. 10 MHEHMIO cnnKepa, B JaHHOM KOHTeK-
CTe peleHns TpebytoT BONpOCh! Kak 3TUYeCKo-
ro, Tak 1 OpraHn3aLoHHOro xapakTepa. Takxe
pelleHnst CoO CTOpPOHbI MPaBOBOW AOKTPUHbI
M NpakTUKKM TpebyioT creaytolne BOompoCh:
obecrneyeHne xpaHeHus  penpoaykKTUBHOIO
matepuana B 6uobaHKax, WCNonb3oBaHue
nabopatopuil Kak MHCTPYMeHTa MpUHATWS
reHeTUYeCkoro pelleHns U OTBETCTBEHHOCTU
3a Hero, onpeaenexHmne cybbekTa, KOTopbIi 40/-
XeH WHTepnpeTupoBaTb pe3ynsraTbl MCCAeao-
BaHMIN B 061aCTN METATEHOMUKN.

Bepa WxeBckas, 3amectutenb AMpeKTo-
pa Nno HayuHoil paboTe Meamko-reHeTnue-
CKOr0 Hay4yHOro UeHTpa MMEeHM akajemmka
H.IM. boukoBa, B KayecTBe K/AOYEBOW MpO-
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671eMbl OTMETWAA OTCYTCTBME CUCTEMHOCTYU
1 OpPraHM30BaHHOCTY B 06paboTKe reHOMHbIX
NaHHbIX. TakxXe B AaHHOM KOHTEKCTe OAHUM
13 BaXKHEMLWIMX BOMPOCOB, TpebyloLnx petlie-
HUsl, SBASeTCa obecrevyeHmne KOHGUAEHLMA b
HOCTW reHeTnyeckon MHdopmaunn. o MHe-
HWIO CNMKepa, C TOYKM 3peHns nNpasa A0NXKHbI
pellaThcs BOMPOCHI 0 MpaBax poACTBEHHMKOB
Ha reHeTMyeckyto MWHbOpMauMio nauneH-
Ta, 0 NPOBEAEHUN FrEHOMHOro TeCTUPOBAHMS
B KOMMEPYECKMX OpraHmn3aLmsax, B TOM Yncie
npu nepegadve Takon WMHGOpMaUUKU poanTe-
NS9M AeTel, y4yacTBYIOUIMX B reHeTUYECKUX
NCCNeNlOBAHMAX, OCOBEHHO eCcn peyb WAEeT
06 MHbOpMaLMM NPeANKTUBHOMO XapakTepa.
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1o utoram anckyccmm MmuHUCTEpCTBY 34pa-
BooxpaHeHus Poccuiickont ®egepaumn n Mu-
HUCTEPCTBY HayKM W BbiCLIEro 06pa3oBaHus
Poccuitickoin  Pepepaumn  pekoOMeHA0BaHO
[aTb pa3bsSCHeEHWs MO BOMpocam MpaBOBOro
pEryNMpoBaHus OTHOWEHWIA B 061aCTW reH-
HOWM MHXXeHepWK, BO3HUKAKWMM Y MeANLIMH-
CKMX W Hay4HbIX opraHuzaumin. Chopmynu-
POBaHHblE MO WTOram OOCYXAEHWS BbIBOAI
npeanaraeTcs NpUHATbL K CBEAEHWIO 414 Aafb-
Hellwel paboTbl MO paccMaTpuMBaembiM BO-
npocam M Ans MNOAFOTOBKM MPEANOXEHNN
MO COBEPLUIEHCTBOBAHMIO 3aKOHOAATeNbCTRA
Poccuiickon Pepepatimn B 061acTi reHHO
NHXXEHepUN.






