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0Oco6eHHOCTN KOMNIEKCHOrO MeToAa peryiMpoBaHus
reHOMHbIX UCC/1IeJ0BaHUMN
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AHHoTauus

B cTatbe npeanpuHMMaeTcs nombiTka chopmMynnpoBaTb HEOOXOAMMOCTb KOMMIEKC-
HOTrO PerynpoBaHns rEHOMHbIX UCCNeLOBaHUI KaK ABNEHMS, CYLLHOCTb U NPUPOLY
KOTOPOro MOXHO pacCMaTpvBaTh Yepes Takue KaTeropuu, kak metacaneHc, CMHep-
reTMka W KOHBepreHuUWs. B kauecTse uancTpauuy crneundukn obLLecTBEHHbIX
OTHOLWEHWI B chHepe reHOMHBIX NCCAEA0BAHWNA, UX MEXAMCLUMNANHAPHOCTU U KOM-
NAEKCHOCTM B CTaTbe aHAN3MPYIOTCS pa3inyHble GOPMbl HaYYHOrO COTPYAHMNYECTBA
B yKasaHHON chepe. C yyeToM Creumdukm COOTBETCTBYIOLLMX OOLWECTBEHHBIX OT-
HOLIEHMI BbICKA3bIBAETCS NPEANONOXKEHNE O BOSMOXHOCTY UCMONb30BAHNS ANS UX
perynmpoBaHus 0coboro KOMMAEKCHOro peryngropa — CUMOMOTUYECKOTO PerynsTo-
pa, KOTOPbIA BKOUAET B Ce6A He TONBbKO HOPMbI MPaga, HO M 3TUYECKUE, MOpasibHble
HOPMbl. ABTOPOM aHaNM3MpyloTCa pasinuHble BUIbl 3TUUYECKMX NPobaem, KOTopble
MOTYT BO3HUKATH B XO/l€ TEHOMHbIX UCCNEe0BAHNMIA 1 KOTOpble HEOBXOANMO paspe-
WwaTb NpW MUX PerynnpoBaHumn. lenaiorcs BbIBOAbI O MExaHW3Max peryimpoBaHus
C CMOMb30BaHNEM CUMBUOTUUECKOrO METOAA, PACCMATPUBAETCS COOTHOLIEHUE 3TO-
ro MeTofa C ApYrMmn MeToAamu peryimpoBaHng 0bLIeCTBEHHbIX OTHOWEHWIA, Npej-
NlaraeTcs UCNonb3oBaHue TeXHONOMMK BNOKUYENH B KauecTBe OHOMO U3 31eMeHTOB
PEryANPOBaHMS B Chepe reHOMHbIX MCCNefOBaHU.

KnloueBble c/10Ba: reHOMHble UCCNeN0BaHNS, KOMMAEKCHbIE METO/bI PETYANPOBAHMWS, MeTacaleHc, Cu-
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Abstract

This paper represents an attempt by the author to formulate the need for compre-
hensive regulation of genomic research. The essence of genomic research can be con-
sidered through categories such as metascience, synergy, and convergence. Further
the article analyzes the various forms of scientific cooperation in this area, in the aims
ofillustrating the social relations in the field of genomic research, and to highlight their
interdisciplinarity and complexity. With reference to the aforesaid social relations,
the author proposes the possibility of using a special integrated regulator to govern
genomic research, including not only legal, but also ethical and moral norms. The au-
thoranalyzes a broad range of ethical issues which may arise in the course of genomic
research. Conclusions are then drawn with regard to the mechanisms of regulating
genomic research by means of the symbiotic method. The article further discusses
the relationship of this method with other methods of regulating social relations,
suggesting the use of blockchain technology as one of the elements of regulation

in the field of genomic research.
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BBepeHune

HeT HeobxoAMMOCTH TOBOPUTL 06 akTyasb-
HOCTW BOMpOCa MNPaBOBOIoO perynvpoBaHms
reEHOMHbIX unccnenoBaHui. JloctuxeHns Ha-
yKW B 3TOi obnacty nopaxatoT. bonee Toro,
61arofapsa 3TUM JOCTUKEHUSAM Mbl MOXKEM [0-
BOPUTb O TAKMX BELLLAX, O KOTOPbIX paHee fAaxe
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CNOXHO BbIN0 MOMBICINTb. Hanpumep, B Unc-
N1e HOBEWMLMX AOCTUXEHUIN TEHETUYECKNX TeX-
HOJIOTMIA MOXHO Ha3BaTb MEHHO-NHXEHEPHOEe
KOHCTpYMpOBaHWe NekapcTs, CO3AaHue Mu-
LEHb-OPUEHTMPOBAHHbIX NPENapaTos, B TOM
yncne KOHBIOMMPOBaHHLIX W JHK-BakuUMH,
TEXHONOTWIA  HAMpPaBNEHHOro nepenporpam-



Alexey V. Kubyshkin

Features of the Comprehensive Method of Regulation of Genomic Research

MUPOBaHWMS CTBONOBbLIX U MOANdUKALNM AN-
depeHUMPOBaHHbIX KETOK, MCMOAb30BaHMS
NHAYUMPOBAHHBIX MIOPUNOTEHTHbLIX CTBONO-
BbIX KJETOK YefnoBeka, TEXHONOMMW Tepanes-
Tuyeckoro npumeHenns PHK-nHTepdeper-
unn. Takxe Henb3s He OTMETUTb M peanbHo
MOSBMBLLYIOCS BO3MOXHOCTb peAaKkThpoBa-
HWS reHoma YenoBeKa C MCNoAb3oBaHMEM Me-
Toga CRISPR-Cas9, 6narogaps KoTopomy
MOXHO WCKAtoYaTb ONpeAeNneHHble yyacTku
13 nocnepnosatenbHocT AHK, 3ameHaTb mx
APYTUMM U OCYLLECTBAATL WHble AEACTBUS
no pepaktupoBaHuio [HK, uto paHee 6bi10
HEeBO3MOXHO.

Bcem wm3BecTeH cnyyan ¢ peaakTMpoBaHu-
€M reHoMa yenoBeka KUTanCKMM yyeHbim X3
LizeHkyem (Kosilkin & Kalinichenko, 2019)
AN BHEAPEHWE B MEAMUMHCKYIO NpakTUKy
Takoro MeToda, Kak MWTOXOHApuanbHas 3a-
MecTWTeNbHas Tepanus, KoTopas Mo3BonseT
M3NeUnNTb TAXENeNlee reHeTnyeckoe 3abo-
NleBaHne, Ho YenoBeK, MNOSBMBLIMIACA Ha CBET
B pe3y/braTe Takol Tepanuu, UMeeT reHeTunye-
CKYyl0 CBA3b C Tpems moabmu (Herring, 2020).
OTKpbITME BO3MOXHOCTW CO3AaHUS MAOPUMO-
TEHTHBIX K1ETOK MEeTOJOM 3MUreHeTUyecko-
ro nepenporpammupoBaHung, KoTopoe 6bil1o
caenaHo yyeHbiM CrHBbS AMaHaka COBMECTHO
¢ IxxoHom epaoHom B 2012 1., 1 MHOTVE apyrie.

OueBWAHO, YTO COBPEMEHHbIE AOCTUXEHMS
Haykn B chepe reHOMHbIX TEXHONOTNIA 3HAYK-
TeNlbHbIM 06pa30oM 3aTparnBaloT XW3Hb Yeo-
Beka, CMoCOBCTBYIOT M3MEHEHMIO €70 XKM3HMU,
MOMOrakT IEUEHMIO peaKkuX 3a601eBaHNIA, No-
3BO/ISIOT OCYWECTBAATb FEHETUYECKyto Tepa-
nvo, GopMMpoBaTb MepCoHaNN3MPOBAHHYO
MeaNUMHY ¥ Aaxe peaakTUpoBaTb YenoBeye-
CKWI reHOM, YTO yKa3blBaeT Ha TO, UTO pe3y/b-

TaTbl HAYYHbIX MCCNEeNOBaHNA B 3TON chepe
CTAHOBATCA ABNEHMEM COLMANbHBIM, MPUUEM
TakuM gBEHMEM, KOTOPOE 3aTparmeaeT Cylil-
HOCTHbIE XapaKTEPUCTUKM YXKE WMEIOLLNXCS
coumanbHbiX 06bEKTOB.

Bompochl  peryanpoBaHna reHOMHbIX UC-
CNefioBaHNiA, B TOM YNCAE U C NMPUMEHEHWEM
STUYECKMX W TPaBOBbIX HOPM, MocieaHee
BpeMs [0CTaTOYHO YacTo ABASKOTCA Mpeame-
TOM Hay4HbIX WCCAEA0BAHWIA, UTO BbipaXKaeT-
s, Hanpumep, B 06LMX paboTax, NOCBSALLEH-
HbiX 6roaTuke B Lenom (Ten Have & Gordijn,
2014 Clark, 2016). VimeeTcs 40CTaTOYHO MHOTO
paboT, MOCBALLEHHbIX YKa3aHHbIM BOMpPOCaM
B pamkax npoekTos, peannsyembix HOHECKO
1 NOAPa3AENEHNAMM STON OpraHmn3aLnm, 3aHN-
MaoLLMMICA BONPOCAMM BUOSTUKM U perynin-
pOBaHUs reHOMHbIX MccnefoBaHunii (Boustancy,
20711; Macer, 2008). VmetoTcs paboTbl, NOCBA-
WEHHbIE OTAE/bHbIM BOMPOCAM, CBA3aHHbIM
C perynnpoBaHiMemM reHOMHbIX WCCAeA0BaHWA
(Sheikh, 2002; Ashcroft, 2007, Mathaiyan,
Chandrasekaran, & Davis, 2013; n ap.).

HacToduwas paboTta noceglleHa monbiTke
060CHOBaTb HEOBXOAMMOCTL KOMMAEKCHOTO
PEryANPOBAHNA TEHOMHbIX MCCNef0BaHW,
YunTbIBas Cneunduky ykasaHHoR chepbl OT-
HOLLIEHWI, a Takxke BO3HMKaloLLME STUYecKkmne
npo6aeMbl MPU MPOBEAEHNN TEHOMHbIX WUC-
CNefoBaHUN.

MeTacaiteHc, cMHepreTuka, KOHBepreHuums
KaK OCHOBa /11 TOHMMAHUS CYLLHOCTH
reHOMHbIX UCCNes0BaHUM

Mpexae uem roBoputb 06 0COBEHHOCTSX
MeToa peryaMpoBaHMs reHOMHbIX Mccneno-
BaHMIA, NpeacTaBAfeTca  LenecoobpasHbim
nonbITaTbCs MOHATH CYUWHOCTb U Gunocod-

"YyryHos, A. (2012). Hobenesckas npemus no Gpusnonorun n meanumnte (2012): MHAYUMPOBAHHbIE CTBONIOBbIE K/IET-
Ku. Bruomonekyna. Pexxum poctyna: https://biomolecula.ru/articles/nobelevskaia-premiia-po-fiziologii-i-medits-

ine-2012-indutsirovannye-stvolovye-kletki
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CKYl0 MPWPOAY TEHOMHbIX UCCAeA0BaHWNA.
Pe3ynbraTbl rEHOMHbIX WCCAELOBaHWIA, BHe-
LPEHHbIE B MPAKTUYECKYHO XU3Hb, B OyadyLLeM
MOTYT CyLLeCTBEHHO MOBMUATL Ha MpeAcTaB-
JIeHne O YenoBeke 1 ero NpuUpoje, Ha pasnny-
Hble coumanbHble U 3KOHOMMUYeCKMe npoLec
Cbl, TeM CaMblM CGOPMUPOBAB HOBBIA yKNaz,
KM3HU 11 0OWLECTBEHHbIX OTHOLLEHWIA.

B ctatbe cywHoCTb 1 punocodpckas npupo-
[la TEHOMHbIX WCCNeloBaHWI paccmaTpuBa-
l0TCS Yepes Takue MOHATMS Kak meTacaneHc,
CUHEepreT1Ka 1 KOHBepreHwuus.

[ToHaTMe «meTacaieHc» BCTpeYaeTcs npe-
MMYLLECTBEHHO B 3apybexHoi auTepatype.
[Toa 3TMM TEpMUHOM MOHMMaeTCs M3yyeHue
METOA0NOMMN U GUNOCODCKMX MPOSABIEHNN
HayyHoro vnccnefoBaHus. CymtaeTcs, 4To Tep-
MWH BO3HMK B 1930-x roaax (Sawyer, 2018).

C Apyroii CTOPOHbI, 3TO MOHATME MOXHO
paccMaTpuBatbh M Kak pesynbraT nepexosa
KONMYecTBa B KaYeCTBO B OAHOM WU HECKO/b-
KX OTPaCAgX 3HaHWIA, U Kak HOBYH napaamnr-
My PasBUTUS HaykM Ha MPUHLMNAX MEXANC
UMNANHAPHOCTW, KOHBEPreHLMM U CUHeprum
Pa3/INYHbIX HayK ¥ OTpacaei 3HaHW.

[IPUMEHUTENBHO K 3TOW TOUKE 3peHus re-
HOMHblE WCCNeA0BAHUS MOTYT CAY>XWUTb XO-
pOLIMM MPUMEPOM Pa3BUTUS ONPeLeNeHHbIX
HayK, BbIXOA MX Ha HOBbIA YPOBEHb 3a CYET
MEXANCUMMANHAPHOTO NOAXOAA W UCMONb30-
BaHMS MHHOBALMOHHbIX METOA0B.

CuHepreTvka M KOHBEpreHuus — 370 §B-
NIEHMSA, AOCTATOUHO aKTMBHO 06CyXJaemble
B HayKe, B TOM yucie B pamkax ¢puiocopumn
(cm. Hanpumep: ApinHoB, 2011; Anekceesa &
ApwnHoB, 2016; Roco, 2020; Corning, 2014).
CuHepreTnKka BO3HMKMA Kak Teopus Koonepa-
TUBHbBIX IBNEHWIA B 3aJa4ax Na3epHoO Tematn-
KW, HO MocTeneHHo nprobpena 6onee 06N
cTatyc Teopun. OCHOBHbIMU MPUHLMAAMU CU-
HepreTuKu SBNSIOTCS FOMEeOCTAaTHOCTb, Uepap-
XWYHOCTb, HEAMHENHOCTb, HEeyCTOW4MBOCTb,
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HEe3aMKHYTOCTb, AMHaMMYeckas wvepapxmuu-
HOCTb, Habnwgaemocts (bygaHos, 2006).
C dnnocodckort ToUKM 3peHns, CuHepreTnka —
370 HayKa (TouHee roBops, ABUXEHWE B HAyKe)
0 CTaHOBALIEMCS BbITUM, O CAMOM CTaHOB/E-
HWUW, ero MexaHusmax u Ux npeacTaBaeHUm
(BynaHog, 2006).

[epmaH XakeH, 0fiIMH N3 0OCHOBaTeIe CUHEpP-
reTuKKW, NoayvepkmBas ee mexaucumunavHap-
HOoe KauyeCTBO, Onpeaenss, YTo CMHepreTmka
3aHMMAETCS U3yYeHMEM CUCTEM, COCTOALLMX
13 MHOXEeCTBa YacTel, KOMMNOHEHT UAN Nof-
CUCTEM — OAHWM CI0BOM, AeTaNei, CAOKHbIM
06pa3om B3aMMOAENCTBYIOLLNX MEXAY CODOA
(Haken, 2012).

CviHepreTvKka paccmaTpuBaeTcs Kak sBne-
HMe MOCTHeKNacCMYeckoro 3tana pas3BuTUS
HayKu, napaamnrma KoToporo npu NOCTPOeHMK
onbiTa U MHTEPNpeTaLnmn pesynsTaToB YUnThI-
BaeT BCe BOB/IEYEHHblE B MpoLecc GpakTopsl,
B TOM umc/e Cy6bekT, 06bekT, cpeacTsa npo-
BedeHNs wccneaoBaHus.  [pumeHUTeNbHO
K 3TOMY MOXHO rOBOPUTb U O CUHepreTnye-
CKOM 3hdekTe Kak 0 pe3synbrate B3auMMo-
[encTBUg AByX MM 6onee GpakTopos, Bbipa-
Xatollemcs B AOCTUMXEHUM Takoro addekTa,
KOTOPbI HE MOT Obl BbITb MOMYUYEH B PE3Y/b-
TaTe NpoCTOro MexaHW4eckoro CAOXeHMUs
yKa3aHHbIX GakTOPOB W AEVCTBUS YKa3aHHbIX
$aKToOpOB MO OTAENBHOCTH.

KoHBepreHumMio Kak gBAeHMe MOXHO Onu-
caTb Kak Bo3spacTaillee 1 npeobpasyoliee
B3aMMOAENCTBNE MeXAy HayUYHbIMU AUCLM-
NAMHAMKM,  TEXHONOTUAMM, COOBLLECTBAMM
M chepamy  Uen0BEYECKON AeaTenbHOCTU
0N AOCTUXEHWUS COBMECTUMOCTU W WHTe-
rpaunn (bakcaHckwmit, 2016). BblaenstoT pas-
JINYHbIE 3Tanbl KOHBEPreHUMKn, Hanpumep
«NBIC KoHBepreHuus», noa KOTOpPOWA MOHU-
MaeTca peHOMEH COMMXKEHMA pafa TeXHONO-
r1i, a UMeHHo: HaHoTexHonorui (N — HaHo),
6roTexHonornii (B — 610), MHGOpMaLMOHHbIX
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(I = MHPO) 1 KOrHUTMBHBIX (C — KOTHO) TEXHO-
norui (Masenbesa, 2018).

HoBbIM 3TamoM KOHBEPreHuun HekoTo-
pble yyeHble cymTatoT CKTS-kKoHBepreHumto
(Convergence of Knowledge, Technology,
Society), 0603HaualoLLy0  KOHBEPreHLMIO
3HaHWUI, TEXHOMOMW 1 0BLLIECTBa M Npeanpo-
Nlaratolyto M3yyeHne coumnanbHblX CaeacTBuiA
KOHBEpreHuUmmn Hayku 1 TexHonorum. CKTS-KoH-
BepreHums o6befMHIET B COOTBETCTBYIOLLMX
chepax uesoBeveckmne, TexHUYeckue, couu-
a/lbHble, MPUPOAHbIE PECYPChI 1 BO3MOXHOCTY
PEWnTL NPOBAEMbI, KOTOPbIE Y3KOAMCLMMAN-
HapHbIMW METOAAMMN HE MOTYT OblTb peLleHbl.
Kpome Toro, CKTS-koHBepreHums co3gaeT
1 pacnpocTpaHsgeT HOBble 3HAHMWS, TEXHONO-
TW, NPOAYKTbl W peweHus ANg yaydlleHus
6narococtoaHua ntoaei (3eep n ap., 2018).

PaccmatpuBas reHomHble WcCneqoBaHMs
C TOYKW 3pEHUS CUHEpPreTUKM U KOHBepreH-
UMK, MOXHO CAenaTb BblIBOA, YTO yKa3aHHble
HanpaBneHns pa3BuTUS HayKu — 3TO NPOsB/e-
H1e GOPMMPOBaHMS HOBOTO KayecTBa Hayu-
HOro MccnefoBaHUs, HOBOW Mapaiurmbl, OC
HOBHOW XapaKTepUCTUKOM KOTOPON SBASETCA
TO, UTO OAHOAMCUMMAMHAPHBIE HAyUHble WC
CNefoBaHus, y3kme 061acTv 3HaHMiA bonblue
He B COCTOSHMM AaBaTb OTBETHl Ha BO3HMKa-
foLLLME COBPEMEHHbIE BbI30BbI B HayKe. ToNbKO
06beAVHEHNE HECKOMbKMX, AaXe Ha MepBbiit
B3MIA4 HE CBA3aHHbIX MexXay coboi Hayk,
HanpaBAeHW WUCCAeOBaHNIA,  CONMXKEHNE
AN KOMMJEKCHOE WCMONb30BaHWE MeTOAO-
JIOrMK, MOHATUIAHOTO annapaTa, MoAX040B
K WCCNefoBaHWMO, KOMMAEKCHbI — aHaan3
MOMYUYEHHBIX PEe3yabTaToB  CMOCOBHbI  MOA-
HATb MCCNeAoBaHME Ha KauyeCTBEHHO HOBbIN
YPOBEHb 1 MPeANOXNUTb BapuUaHTbl pelleHns
Kak ®yHAAMEHTabHbIX HayUHbIX BOMPOCOB,
Tak v nNpuKnaaHbix 3aaad. Bce 3to no3gons-
eT roBOPUTb MMEHHO O KayecTBEHHO HOBOM
CKayke B pa3BUTMM HayKM, YTO MOXHO C onpe-

[leNlEHHON CTeneHbto YCNIOBHOCTM HA3BaThb Me-
TacalMeHCoM. YKa3aHHbIN TEPMUH He OTpuLaeT
1 KNACCUMYEeCKOro ero NoHUMaHws, Ha KoTopoe
yKa3blBasoCb Bbile, HO pacwumpseT, Aonon-
HAET 3TO MOHATME NPUMEHUTENBHO K HOBOMY
KayecTBYy pa3BUTUS HAYUYHOTO 3HAHWS.

Takum 06pa3om, reHOMHble UCCNeA0BaHNA
KaK HOCSLLME OYEBMAHO MEXAMCLMNANHAP-
HbIll xapakTep 1 Tpebytoline KOHBEpreHuum
HEeCKONbKUX HayK, Hanpumep MeaWLMHbI,
6UoNOTMN, XUMUW, MHOOPMATUKK, OUMKM,
ABNSIOTCH SIPKMM  CBUAETENbCTBOM MMEHHO
HOBOrO YPOBHSI Pa3BUTUS HayKuW, SIBAEHUS
«MeTacaneHe».

PasnnuyHbie popmbl HAyUHOro
COTPYAHMYECTBA KaK CBUAETE/IbCTBO
cneumdUKN reHOMHbIX UCC/Ie,0BAHUIA

[Tprmepom GopMUpPOBaHMS HOBOTO YPOBHS
NCCNeA0BaAHUA MOTYT CAYXWUTb PasinyHOro
pofia opraHn3aunoHHble GOPMbl HayYHOro CO-
TpyLHMYeCTBa B chepe reHOMHbIX UCCieoBa-
HWIA, HauMHas OT MeXAYHAPOAHbIX Mexnpa-
BUTENbCTBEHHBIX OpraHu3aunii, 4 KOTopbIX
reHOMHble WUCCNeA0BaHUS SBNFIOTCS OLHUM
13 HanpaBNeHUi AesTeNbHOCTU, U 3aKaHun-
Bas HayuHbIMM KOANABOpaALMAMU U HauMo-
Ha/lbHbIMW IOPUANYECKMMU ANLAMU, 3aHUMa-
IOLLMMKCS  MPEUMYLLLECTBEHHO TEHOMHbIMM
nccnesoBaHUIMN.

OnHMM 13 pKMUX MPUMEPOB MEX/AyHapos-
HOro COTPYAHMYECTBA SBAsIeTCS EBponenckas
MoseKynapHo-b1onormyeckas nabopatopms —
European Molecular Biology Laboratory.

EBponelickaga  monekynapHo-6uonoruye-
ckasg nabopatopus (EMBJ1) — mexnpaBuTenb-
CTBEHHAs OpraHM3aumns co Wrab-KBapTUpoi
B leinaenvbepre, ocHoBaHHasA B 1974 T, ¢ MUC
cuelt NPOABUXKEHWS UCCNeA0BaH I B 061aCTH
MonekynapHon 6uonorun B EBpore, obyue-
HUSI MONOABIX YUYeHbIX U pa3paboTKy HOBbIX
TexHoNormit. B HacTosllee Bpems oHa 06be-
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AMHAET 27 rocyaapcTB-uneHos, nabopatopum
B LUECTW LIEHTpax Mo Bcei EBpone u Thicaum
YUEHbIX 1 MHXEHEPOB, paboTalolmx BMECTE.
OpraHusauns umeet otaenermns 8 bapcenoe,
lpeHobne, fambypre, leraenvbepre, XMHKCTO-
He 1 Pume?.

X0Ta NpoBefeHNe rEHOMHbIX NCCNe0BaAHMA
He ABAAETCA eAMHCTBEHHbIM HamnpaBneHnem
JESTEeNbHOCTY YKa3aHHOW OpraHusaummn, Tem
HE MEeHee Hay4Hble WCCNefoBaHNA B 3TOM Ha-
NpaBAeHWN BEAyTCS OUeHb akTUBHO. Tak, B pam-
Kax opraHmsaummn GyHKLUMOHUPYIOT HECKOMbKO
NOAPa3AeNeHWA, HenoCcpeacTBEHHO CBA3aH-
HbIX C TEHOMHbIMW WUCCAEA0BAHNAMM, HaMpW-
Mmep noapasgeneHve «feHomHaa 6uonorvay,
B pamkax KOTOPOro C034aHo 13 MexayHapos-
HbIX paboumx rpynn no pasHbiM HanpaseHn-
AM FeHOMHbIX MCCNef0BaHMNIA. YUeHble 13 3TOro
NOApa3AeneHns UCMob3yloT U paspabatbiBa-
10T NMepefoBble METOAbI U3YUEeHNS TOTO, KaK WH-
dbopmaLms Ha pasHbiX MOAEKYASPHbBIX CNOAX
(AHK, PHK, 6enku, meTabonuTbl) peryavpyet-
s, 06pabaTblBaETCH U UCMONb3YETCH U KaK WX
BapuaLma NPUBOAMUT K pasMUHbIM GEHOTUMAM.
Takxe B pamkax opraHmsaumn GyHKUUOHUPY-
€T, HanpuMep, NoApasfaeneHve «InureHeTrKa
Y HENpObUONOTMS», B pamMkax KOTOPOro yue-
Hble UCCNeAYIOT CBA3N MEX Y reHOMOM, OKpY-
KaoLWEN Cpeslon N HEPBHOM QYHKUMEN, a Tak-
Xe noapasneneHmne «brnovHoopmatukar, oaHa
113 3324 KOTOPOro— pas3brpaThbCs B OOLINPHbIX
1 CNOXHbIX Habopax B1MOAOrMUYECKUX AaHHbIX,
CO3/laHHbIX C WCMOb30BAHMEM HOBbIX TEXHO-
JIOTUIA B MONEKYNAPHOM BUONOTUN.

EMBJT aBngeTcd 9pkum nprmMepom Hayu-
HOW OpraHMsauunm MexAnCLUUNANHAPHOIO
xapakTepa, B pamkax KOTOPOW HayuHble WC-

CNefoBaHNg B pamkax FeHeTWKM MoayyatoT
NOAAEPXKKY CO CTOPOHbI APYrvx MNoapasie-
NIEHUIA, YTO NPUBOAMT K 3HAUYMMBIM HayUHbIM
pesynbraTam.

Elle oAHVMM NPUMEPOM Hay4HOro COTpYyA-
HWYecTBa B pamKkax [eHOMHbIX Wccneao-
BaHW aBnsieTcs MeXayHapOAHbI  LEeHTP
FEHHOM WHXeHepun 1  BUOTEXHONOTUN —
International Centre for Genetic Engineering
and Biotechnology (ICGEB)®>. 370 mexnpa-
BUTENbCTBEHHAS OpraHu3aunsg Ans uccneno-
BaHUMIA, 0ByueHUs ¥ nepefaun TeXHONOTUN
B 06/1aCTV HayK O XU3HU B LENSX COAENCTBUS
YCTOMUMBOMY — FNOGANBHOMY — Pa3BUTHIO.
LleHTp M3HayanbHO CO3AaBancd Kak crneu-
anbHbIn npoekT OpraHusaumn ObbeanHeH-
HbIX Hauuii No NpoMbIWAEHHOMY Pa3BUTHIO
(United Nations Industrial Development
Organization, OHWAO), paboTaeT camocTos-
TenbHO € 1994 roaa, ynpaBnsgeT 46 COBpEMeEH-
HbIMK nabopatopuamu B Tpuecte, Hoto-Lenw
n KeiintayHe u obpasyeT WHTepakTUBHYHO
ceTb ¢ bonee yem 65 rocyaapcTBamm-uneHa-
MW, UFpaeT KAIYEBYIO POJb B BUOTEXHONOMUM
BO BCEM MWpe, UTOObI BHECTM KOHKPETHbIN
BKNaA B AOCTVMXEHWS YCTOWYMBOrO rnobasb-
HOrO pasBuTmA.

ApKUM  NpUMEPOM  MeXAYHapOAHON Ha-
YUYHOI Konnabopaumm B chepe reHOMHbIX
nccnefoBaHni MoxHo cumtatb Opranusa-
umto reHoma uenoseka — Human Genome
Organisation (HUCO)*. HUGO — mexnayHa-
pOLHAs OpraHv3aLns yyYeHblX, 3aHUMatoLLNX-
Csl Pa3NNYHbIMK aCNeKTammn reHeTnKN YenoBe-
Ka. HUGO 6bin 3aaymaH B 1988 I Ha nepBom
3acefiaHny Mo KapTMPOBaHUIO U CEeKBeHW-
poBaHuio reHoma B Kona-CnpuHr-Xapbope,

2 EMBLs Legal Status. Available at: https://www.embl.org/about/embl-legal-status/

*International Centre for Genetic Engineering and Biotechnology (ICGEB). Available at: https://www.icgeb.org/

about-us/who-we-are/

*Human Genome Organisation (HUCO). Available at: https://www.hugo-international.or
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Hblo-Mopk. B HacTosllee Bpems COCTOMT
6onee yem 13 2000 UNEHOB, HAXOASLLMXCS
B 92 cTtpaHax. OCHOBHas MuUCCUs 3TOW opra-
HU3aUMW — COAENCTBUE QYHAAMEHTA/IbHBIM re-
HOMHbIM WCCNEA0BAHNAM BO MHOTMX CTpaHax,
cofencTBre HayuHoMYy 0BMeHy B 06aacTh re-
HOMWKM C 0COBbIM YNOPOM Ha pa3BMBatOLLMECS
CTpaHsbl, NOAAEPXKKY AMCKYPCa MO 3TUKE TeHe-
TUKM 1 TEHOMUKU C [106a1bHOM TOUKM 3pEHNS.

B Poccuitickon ®epepaummn Takxe cospa-
t0TCH LLeHTpbl TeHOMHBIX MCCNefoBaHNA MU-
pOBOro ypoBHs. Cpesin HUX MOXHO Ha3BaTb
KypuyaToBCKMIA TE€HOMHBIN LEHTP — KOHCOP-
Unym opranmsaunii 8o mase ¢ HVIL, «Kypua-
TOBCKMI UHCTUTYT». B yKa3aHHbIN KOHCOPLK-
YM BXOAMUT LENblA PSAA YHUKANbHbBIX HayYHbIX
yupexaeHuin Poccun, cnocobHbIX A0CTWYbL
He MMEIOLLMX aHAI0ToB B MUPE PEe3y/bTaToB
B 06/1aCTV rEHOMHBbIX UCCaeaoBaHuii. B cocTa-
BE KOHCOpLMyMa:

— desepanbHoe rocynapcTeeHHoe boaxeT-
Hoe yypexaeHune HaunoHanbHblM nccneno-
BaTe/NIbCKMI LEeHTP «KypyaToBCKMIN MHCTUTYT»
(HNLL «KypyaToBCKWIA MHCTUTYT»);

— desepanbHoe rocynapcTeeHHoe boaxeT-
Hoe yupexaeHune «[oCyaapCTBEHHbIA Hayu-
HO-NCCNeL0BATENbCKUMA UHCTUTYT TeHeTUKK
N CeneKkumy NpOMBILNEHHbBIX MUKPOOPraHn3-
MOB HauUMOHANbHOTO  UCCAeA0BATENbCKOTO
ueHTpa «KypuaToBckuii HCTUTY T (HWL, KN —
focHVreneTurka);

— desepanbHoe rocynapcTeeHHoe boaxeT-
Hoe yupexaeHue «leTepbyprcknii MHCTUTYT
gaepHon dusmkn um. b.I1. KoHcTaHTMHOBA
HaunoHabHOro  MCCNefoBaTesIbCckoro  LieH-
Tpa «KypyatoBckmin MHCTUTYT» (HNLL KA —
NNa®);

— desepanbHoe rocynapcTeeHHoe boaxeT-
Hoe yupexaeHune Haykn «OpaeHa TpynoBoro
KpacHoro 3Hamenn HukuTCKMiz 6oTaHnue-
CKMIM caf — HaluMOHANbHBIA HAaYYHbIA LEHTP
PAH» (®IBYH «HBC-HHLL»);

— deaepanbHoOe rocynapcTBeHHoe BroaXeT-
HOe Hay4Hoe yupexieHune «Bcepoccninckuia
Hay4YHO-MUCCNeA0BaTENbCKUIA UHCTUTYT CeNlb-
CKOXO34MCTBEHHOW BroTexHonornm» (PreHy
BHNWCB);

— deaepanbHoOe rocynapcTBeHHoe BroaXeT-
Hoe yupexaeHne Haykn «/HCTUTYT Mone-
KYNSIpHOW reHeTnkn Poccninckon akamemmnn
Hayk» (VIMI PAH);

— deaepanbHoe rocynapcTBeHHoe BroaXeT-
Hoe HayuHoe yupexaeHune «PenepanbHblii
NCCNeoBaTeNbCKUI LEHTP VIHCTUTYT umTono-
TN 1 reHeTukn Cubupckoro otaeneHns Poc-
cuiickon akagemum Hayk» (Muml CO PAH);

— denepanbHoOe rocyaapcTBeHHOE aBTOHOM-
Hoe obpa3oBaTe/ibHOe YUpexAeHne BbiCLIEro
06pa3oBaHnsa «MOCKOBCKUI  GU3NKO-TEXHU-
UeckMin MHCTUTYT (HaUMOHaNbHbI MUCCaeao-
BaTeNbCKMIA yHMBEPCUTET)» (HY MDTW).

Kaxaoe v3 yKka3aHHbIX Bbllle Hay4YHbIX Y4-
pexaeHnii camo no cebe 061aaaeT OMnblITOM
M KOMMETEHUMUSIMM MWUPOBOro YpOBHS. Tak,
HNLL  «KypyaToBCKMI WMHCTUTYT»  ABNSETCH
eAVHCTBEHHOM B CTpaHe opraHusauuei, ob-
Naflalollen YHUKaNbHOW WMHOPACTPYKTYpOW
0N pa3BUTUS TEHETUUECKUX TeXHONOIMIA:
MolHenwas 6asa Ang cekBeHMpoBaHus, Cy-
nepkomnbloTep Ana 06paboTku  BOAbLINX
reHeTUYeckmMx AaHHbIX, AaTa-UeHTp Ans Co3-
[AHWA OTEYEeCTBEHHOW 6a3sbl AaHHbIX, eanH-
CTBEHHbIA HAa MOCTCOBETCKOM MpOCTpaHCTBE
NCTOYHUK CUHXPOTPOHHOIO M3/yueHus, o6-
NafaolWnii - YHUKAAbHbIMW  BO3MOXHOCTAMM
B 06/1aCTU UCCAEA0BAHNA CTPYKTYpbl 6E/KOB;
B cBoto ouepenb, HNLL «KIN» — FTocHNW reHe-
TUKM 0671aAeT YHMKAbHbIM OMbITOM TreHe-
TWUYECKOro KOHCTpyMpOBaHWs, pacnosnaraet
elMHCTBEHHON B Poccnn Konnekumnen Mmkpo-
OpraHyM3mMOB MPOMbILWNEHHOrO Ha3HayYeHwus
N 9BASETCH eAMHCTBEHHON B CTpaHe opraHu-
3almeit, cnocobHOM Co3AaBaTh WTaMMbl MU-
POBOTO YPOBHS C MCMOMb30BAHNEM TeHeTHYe-
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ckoro penaktupoaHus; UL Numl CO PAH
MMEET YHUKA/bHbIA OMbIT B KOMMbIOTEPHOW
DEKOHCTPYKUMMU W MOAENVPOBAHUN TEHHbIX
CeTen, KOHTPOAMPYOWMX LeneBble GyHKUMM
“ Npu3Hakn mukpoopraHusmos. HWL KN —
MNAD n MMI PAH 061a4at0T yHUKaAbHbIMM
KOMMETEHUMAMM B 06AACTU KOHCTPyMpoBa-
HUS MAKPOMOEKYNSIPHBIX MalUNH, B TOM YNC-
ne Ang penaktupoBaHus reHomos. PIBYH
«HBC-HHLU» wvmeeT yHWKanbHble cenexkun-
OHHble KomneTeHuun. ObbeanHeHne onbiTa
3TUX OpraHusauuii obecrneumsaer cuHepre-
TUYECKNA 3PPEKT B pasBUTUN TEHETUYECKMX
TEXHOMOMWIA KaK 419 NPOMbILIAEHHbIX B1UOTEX-
HOMOMMIA, Tak 1 A8 CEIbCKOTO XO39MCTBA.

YXe Ha HacCTOAWMN AeHb pe3ynsraTtbl pa-
60Tbl KOHCOpPLIMYMa [OCTaTOUYHO CYLLECTBEH-
Hbl. TaK, CO34aHbl reHeTnyeckme penakTopbl
N TeXHONOrnyeckne nnatpopmbl AN pepak-
TUPOBAHWS TEHOMOB CE/IbCKOXO3SMCTBEHHbIX
KyNBTYP M MUKPOOPraHM3moB, paspabaTbiBa-
eTcs KoMMbloTepHas naathopma aAng AmsanHa
3KCNEPUMEHTOB MO CO34aHNI0 WTAMMOB-CY-
nepnpoayueHToB, MNPoOBOAUTCS  UMbpoBas
nacnopTu3aumsg WTaMMOB MPOMbILLIEHHbIX
MWKPOOpraHM3moB, Ha 6ase KoHcopLuyma
cosjaetcs HauvoHanbHas 6asa reHeTude-
CKOW MHGOPMALLMN.

LleHTp BbICOKOTOUYHOrO pefakTMpoBaHus
N FEHETUYECKMX TEeXHOMOrUiA ana bromean-
UMHb PHMMY um. HW. Muporoea® co3naH
B LLeN1SIX NPOBEeAEHNS UCCelOBaHNIA 1 pa3pa-
60TOK B pamKax HanpasneHus «feHeTudueckme
TexHoAOrMn Ana MeanumnHel» PenepanbHon
Hay4YHO-TEXHWUYECKOW  MporpaMmmMbl  pasBu-
TUS  TEHETUYECKUX TEeXHONOrnn Ha 2019—
2027 roabl. Muccnen LeHTpa aBngeTcs pas-
BUTWE FTEHETUYECKMX TEXHONOMMIA, afanTaums
STUX TEXHONOTUIA ANS MONYYEHUS HOBbIX 3HA-

HWUA O HOPMaNbHbIX W MATONOrMYECcKMUX Mpo-
ueccax B OpraHuame W MNpUMeHeHue 3TUx
3HAHWI ANg peleHns npobnem 340poBbs ye-
noBeka.

B coctas LleHTpa BXOAAT YHWUKa/bHblE Ha-
yUHble 1 06pasoBaTebHble yupexaeHns Poc
cuiickont Gepepaunm:

— deaepanbHoe rocynapCcTBeHHOe BHoAXeT-
Hoe yupexjaeHune Haykn «/HCTUTYT Mone-
KynapHoi 6uonornn um. B.A. SHrenbrapara
Poccuitckoit akagemun Hayk» (VIMB PAH);

— deaepanbHoe rocyaapcTBeHHoe 6roaxeT-
HOe yupexaeHue HayKkn «MHCTUTYT 6ronorum
reHa Poccuiickoit akaaemun Hayk» (VIBI PAH);

— deaepanbHoe rocynapCcTBeHHOe BHoAXeT-
Hoe obpa3oBaTeibHOe YUpexAeHne BbICLIEro
06paszoBaHng «Poccuitckinii HalMoHaAbHbIR
NCCNeoBaTeNbCkUn  MEANUNHCKUIA  YHUBEP-
cuteT umenn H.W. Tnporosa» MuHucTepcTsa
3npaBooxpaHeHns Poccuitckon Depepaunm
(@®re0y BO «PHVIMY um. H.W. Muporosa»
MuH3zapasa Poccun);

— defepanbHoe  rocygapcTBeHHoe  61o4-
XeTHoe yupexaeHune «DeaepanbHblii HAyYHO-
KAMHUYECKUI  LUEHTP  PU3UKO-XMMUYECKOW
meanLmHby DefepanbHoro Meanko-6mono-
rmyeckoro areHTctBa (Prby «PHKL, OXM»
POMBA Poccun).

MpoekTbl LleHTpa npu3BaHbl pewats 3a-
[a4yv MMPOBOTO YPOBHA B 06/1aCTV pa3BnUTMA
reHeTUYeCcknx TeXHOMOTMIA, CBA3AHHbIX C CO-
BEpLIeHCTBOBAHMEM METOAOB peaakTnpoBa-
HWS TEHOMOB, MOWCKOM U XapaKTepUCTUKON
HOBbIX pefaKkTOpOB, CO3AaHMEM KNETOUHbIX
M KMBOTHbIX MOJENei pasfinuHbix 3abone-
BaHW YesoBeKa C LENblo M3yyeHus mexa-
HM3MOB Pa3BMUTUS, MOMCKA ANATHOCTUYECKMX
1 TepaneBTUYECKMX peLIeHW, TECTUPOBAHMS
HOBbIX IEKQPCTBEHHbIX MpenapaTtos.

s LLeHTp BbICOKOTOYHOTO peakTUPOBAHWMS 1 FEHETUYECKUX TEXHONOMVIA ANS 6romMeanUMHbI. Pexum AocTyna: htt DS //

biomedgene.ru/about/
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370 Aulb HebOMblIOe KOAMYECTBO Mpw-
MepOoB, YKasblBaOWMX Ha GOpMMpOBaHMNE
HOBOrO YPOBHSI TEHOMHbIX WCCNEN0BAHMM
N CBUAETENbCTBYOWMX O MUPOBOM MHTEpECe
K pasBUTUIO U PETYNINPOBAHMIO TEHOMHbIX NC-
cnefoBaHWN.

Heo6x0aMMOCTb KOMMJIEKCHOIO MeToAa
perynvpoBaHUsi FeHOMHbIX UCC/IeA0BaHUIA

PaclwmpeHne HayuHbIX FEHOMHbIX Kccae-
[OBaHWIN BreyeT 3a coboi bopMmpoBaHme
ONpeaeneHHbIX MOAXOAOB K WX MPaBOBOMY
PEryNNPOBAHMIO W UCMONb30BAHMIO MONY-
UEHHbIX pe3yabTaToB. B Tom uncne Tpebyetca
OCMbICINTL HEOBXOAMMOCTL HOPMUPOBAHMA
0cob0ro MeTofa peryavpoBaHnusg TeHOMHbIX
NCCNeN0BaHNIA, KOTOPbIA MO3BOAMA Obl pery-
JIMPOBaTb B KOMMeKce 0bLLECTBEHHbIE OTHO-
WeHns B 3To chepe, He TONbKO GopMmnpoBaThb
NpaBoByl0 6asy perynMpoBaHus, HO W OCy-
WeCTBAATb perynmpoBaHme B AMHaMuKe npum-
MEHUTENIBHO K PeleHN0 KOHKPETHbIX BO-
NpOCOB, BO3HMKAIOWMX MpU MNPOBEAEHUN
FEHOMHbIX MCCNeN0BaAHNIA.

[peacraBngercs, 4YTO  WUCNONb3OBaAHME
TPaAMUMOHHBIX METOAOB MPaBOBOrMO pery-
MPOBaHUS B BWAE 3aMpeToB, [L03BOJEHWUN,
0643bIBAHNI HE MOXET B MONHOWN Mepe YA0B-
NETBOPUTL MOTPEBHOCTM B PEeryanpoBaHum
Takom cneunduyHon v AMHAMUYHO pa3Bu-
BaOLLEACS Hay4yHOM cdepbl, Kak FeHOMHbIe
nccnenosaHuns. CooTBETCTBYIOLLEE PEryanpo-
BaHME MOXET HOCUTb KOMM/EKCHbIV XapaKTep,
BK/ItOYATb HE TONbKO MPaBOBble, HO U 3TUYe-
CKMe ¥ MOPaibHble HOPMbI, C OAHOW CTOPOHSI,
a C Apyroit — 6bITb JOCTATOYHO TMBKUM 1 AN-
HaMUYHbIM, UTOBbl CBOEBPEMEHHO OTBEYATbH
Ha BO3HMKAlOLLME BbI3OBbI, CBSI3aHHbIE C re-

HOMHbIMW UCCNEA0BAHMUAMM W UCMONb30Ba-
HMEM UX pe3ynsTaToB.

HeobxoAMMOCTb MPUMEHEHNS  KOMMNEKC
HOTrO MOAX0AA K PeryanpoBaHuio obycnosne-
Ha cneayoLLmm:

— UCTOPUYECKIN PeryMpoBaHme Kaknx-nmbo
OTHOWeEHMI 10 GOPMUPOBAHMS MPaBOBOrO
peryinpoBaHuns oCyLLEeCTBASNOCh C UCMOb30-
BaHMEM 3TUYECKMX U MOPaibHbIX HOPM;

—TaKyto CUTyaumio, T.e. OTCyTCTBME ChHopMU-
pPOBAHHOTO MPaBOBOrO perynmpoBaHus OTHO-
WEHNI, MOXHO HabnoaaTb 1 B chepe reHom-
HbIX MCCNea0BaHMI.

Bonpocamu aTMKK npv NnpoBeaeHUn nccne-
[IOBaHWA B pamkax MeAWUMHCKON reHeTukn
[IOCTATOYHO akKTWMBHO 3aHMMAIOTCH MeXayHa-
POAHblE OpraHu3aumun, B YacTHocTM Bcemup-
Has opraHmsaumsg sapaBooxpaHeHus (BO3).
Tak, Hanpumep, B pamkax BO3 6bian paspa-
60TaHbl TakMe AOKYMEHTHI, Kak «PyKOBOACTBO
Mo 3TMYeCcKMm BOMpocam B MeAULMHCKOW re-
HeTuKe W NpefoCTaBAEHNN FreHeTUYeCKnx yc
nyr» (Wertz et al., 1995) n «O630p 3THUeCKMX
npobaemM MeAWUMHCKOW FEeHEeTUKM: A0KAaf
KoHcynbTaHToB BO3» (Wertz, Fletcher, &
Berg, 2003) , «[lpeanaraemblie mMexayHapoa-
Hble pekoMeHAauMn Mo 3TUYECKMM BOMpPO-
cam MeAMUMHCKONM FreHeTUKM U reHeTUYeCKmX
ycayr: otyeT coBellaHns BO3 no atuyecknm
BOMpPOCaM MeANUMHCKOW reHeTnku, )KeHesa,
15-16 nekabps 1997 r»°

B pokymeHTax BO3 chopmynnpoBaHbl 06-
e 3Tmyeckme MNPUHUMALL MeaNUMHCKIIA
reHeTUKM: yBaXKeHve NMYHOCTYH, Nob3a U He-
npuYMHeHne Bpefaa, B3BELIEHHOCTb U chpa-
BEAMBOCTb. [1pn 3TOM 6OAbLIOE BHUMaHME
yAeneHo Bonpocam MHPOPMMPOBAHUS y4acT-
HWKOB reHeTM4Yeckoro MccnefoBaHus W 3a-

® World Health Organization (WHO). (1997). Proposed international guidelines on ethical issues in medical genet-
ics and genetic services : report of WHO meeting on Ethical Issues in Medical Genetics, Geneva, 15-16 December
1997. Available at: https://apps.who.int/iris/handle/10665/63910
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WMTbl FeHeTUYeckon UHGopMauun, B Ynucie
KOTOPbIX MHPOPMMPOBAHHOE cornacue, npa-
BO Ha obpallieHne 3a nHdopmaLmei, nosHoe
pacKpbITMe MHPOpMaLMK, 3aWmnTa KOHOUAEH-
UMaNbHOCTU 1 yBaXkeHWe Npas AeTel 1 B3poc
JIbIX MpV NPOBEAEHUN TeHeTUYeckoro TecTu-
poBaHus (Pacconos v ap., 2019).

Ong  GopMmMpoBaHMS  aLeKBATHOIO KOM-
MAEKCHOTO PEeryanpoBaHnsg HeobXxoanmo Ha-
NpaBuTb YCUANS U Ha pa3pelleHune CyuHoCT-
HbIX 3TUYECKMX NPOBAeM B ykasaHHON chepe
06LLECTBEHHbIX OTHOLLEHWIA.

MpeacTaBngeTcs, uTo 3Thyeckne npobne-
Mbl, KOTOpble BO3HMKAlOT B XOAE WCMONb30-
BaHWS reHOMHbIX TEXHONOTMIA 1 NpoBeAeHMs
FTEHOMHbIX MCCNeN0BaAHWA, MOXHO pa3aennTb
Ha cneaytoLLme pa3HOBUAHOCTM:

— 3Tuueckne npobaembl MOAyUYeHMs 3Ha-
HWiA, T.e. NPOBEMbI, CBA3aHHbIE CO 3HAHMEM,
C noayyeHnem HOBOW MHBOpmauumu, ceene-
HWIA, AaHHbIX, C GOPMYNTMPOBAHMEM HOBbIX
KOHLENLUWIA TEOPUIA N TOMY NOA0GHOE;

— 3TUYeckme NpobaemMbl NMPUMEHEHMS 3Ha-
HWiA, T.e. NpoBAEMbI, CBS3aHHbIE C NpUMeHe-
HMEM 3HAHWW, T.e. C KOHBEpCHen TeopeTnye-
CKOr0O 3HaHWMg B MpaKTUYeCcKyr MA0CKOCTb,
GOPMMPOBAHMEM HOBbIX HaBbIKOB, YMEHWIA,
BO3MOXHOCTbIO C MCMOAb30BAHMEM BCETO Bbl-
WweyKa3aHHOro M3MeHATb OKpy>Katoulyto Aen-
CTBUTENBHOCTb, UCMPaBAaTh 06bEKTHI, CO3Aa-
BaTb HOBblE O6BEKTI, N Tak Aanee;

— 3Tuyeckne npobaembl noTpebneHns pe-
3yNbTaTOB MPUMEHEHUS 3HAHWIA, T.e. Npobie-
Mbl, CBS3aHHble C MOBeAEHWNEM OTAENbHbIX NH-
NVBWAOB, COLUMANbHbIX FPYNM, BO3HMKalOWLMNE
npy NOTPebAEHUN pe3ynsTaToB MPUMEHEHNS
3HaHWIM, HABbIKOB U YMEHWI.

Bo Bcex ykasaHHbIX pa3HOBMAHOCTAX 3TU-
UeCcKux Npobiem, KOTOpble BO3HMKAIOT B XO/€e

NCMONb30BAHUS TEHOMHbIX TEXHOMOTUIA 1 NPO-
BELEHMS TEHOMHbIX MCCNeL0BaAHMM, A TakXke,
BEPOSATHO, B 3TMUECKMX Mpobiemax, BO3HW-
KalowWwmx 1 B Apyrux chepax 0bLLeCTBEHHbIX
OTHOLLIEHWA, MOXHO 0603HaUUTL CaeayioLne
OCHOBHblE BOMPOCHI, OTBETbl Ha KOTOpblE
dopmupytoTcs 6narogapa NPUMEHEHWIO KOM-
MNEKCHOTO PerynaTopa, COAepXallero caemy-
ouMe 3TuYeckme CocTaBasolmne:

— KakoBbl Mpenenbl, rpaHuLbl OCyUWecT-
BEHMA KaKUX-TMBO AeACTBWIA (Hanpumep,
HACKONbKO [a/leKO MOXHO 3aiTu B MO3Ha-
HWUKM, B peanvsauuy 3HaHuii, B noTpebeHnm
pe3ynsLTaToB WCCNefoBaHWUiA), onpeaeneHune
3TUX MpeaenoB W rpaHul, obecreyeHne ux
cobnoferns. YkasaHHble BOMPOCbI  MOryT
paspellaTbCs COBEPLIEHHO MO-pa3HOMY B 3a-
BMCMMOCTI OT TOTO, B KAKOM rOCyAapCTBe OCYy-
LLEeCTBASETCS perynmpoBanue. Tak, Hanpumep,
B BennkobpuTaHunm 3anpeLieHo nposeaeHne
Kakux-1Mbo MccnefoBaHuii ¢ 3MBpUOHaMM
no MUcTeueHUn nepebix 14 AHel’, a B AnoHun
6bII0 AHOHCMPOBAHO paspelleHne peaakTun-
POBAaHWS 3apO/bILLIEBOV JIMHUM HE3ABMCUMO
OT CPOKa, HO TONbKO B WCCNAEA0BATENbCKMX
Lensx, He AOMycKaeTcs TONbKO Takoe pefak-
TUPOBAHME B LENSX penpoayKumM YyenoBeka
(Cyranoski, 2018);

— 6anaHc WM COOTHOLLEHMWE: UHTEPECOB,
MPUHUMMNOB, MPaBOBbIX U COLUMANbHbIX MHCTU-
TYTOB; BOMPOCOB, HAMNpPaBNEHHbIX Ha onpeje-
JIeHNe, HanpuMep, YTo BaxKHee, npasa Yeso-
Beka MnM ceoboaa HayuHbIX WCCAeA0BaHWA,
CTabUNBHOCTL WAM MPOrpecc, WHTepechl Of-
HOFO uenoBeKka UKW MHTEPEChl GOMbLIOA CO-
LUMANbHOW TPYMMbl, TOCYAapCTBa W Tak Aaee.
I 3T BOMPOCHI TakXXe paspelatorcs B Ha-
CTOSILLEE BPEMS HEOLHO3HAYHO B Pa3NNYHbIX
cMcTeMax MnpaBoOBOro  perynimpoBaHung. Tak,

7 Legislation.gov.uk. (1990). Human Fertilisation and Embryology Act1990. Available at: https://www legislation.gov.

uk/ukpga/1990/37/contents
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Hanpumep, «KoHBEHUMS O 3awuTe Npas ye-
JIOBEKA W YeNOBeYEeCKOro AOCTOMHCTBA B CBS-
31 C MPUMEHEHWEM AOCTUXKEHUI BUONOMMK
N MeANUMHBI»® yCTaHaBAMBAET B CT. 2, UTO UH-
Tepechl U 61aro oTAeNbHOTO YesioBeka npesa-
NIMPYIOT Haj MHTepecamu obLecTBa Wan Hay-
KW, a, B Kntae rocynapcTeo AnlWb 3anpeutaer
CNO/b30BaHNE SMBPUOHOB B KOMMEPUECKMX
uenax (Jlanaesa, 2020);

— obecneyeHre BO3MOXHOCTU ANs Kax.ao-
ro MHAMBMAA, COUMANbHOW rpynnbl caenaTb
0CO3HAHHbIV BbIGOP B TON MM UHOM CUTYaLLMK
(3aecb npexje BCEro MOXHO rOBOPUTb O BO-
npocax, CBA3aHHbIX C MHGOPMUMPOBAHHBIM CO-
rnacuem, Ho B 3Ty e cdhepy nonaatoT Bonpo-
cbl cBOBOAbI MHGOPMALLMK, CBOBOALI BbibOpa
1 06ecneyeHns 3Toin CcBo6OAbI).

B perynvpoBaHuu NnpuMeHeHUs reHOMHbIX
TEXHONOIMIA, NPOBEAEHUN TFEHOMHbIX (reHe-
TUYECKMX) MCCNefoBaHWn MOXHO BblAENTb
Tak>XXe 1Ba OCHOBHbIX HanpaBieHus:

— obecreyeHne 6asbl, dyHAAMEHTA peryau-
pOBaHMsg — peyb naeT 0 GOpMUPOBAHNN MPUH-
LMMOB U HOpM, 6a30BbIX NPaBWA MOBEAEHMS,
bOpMMPOBaHMS KapKaca perynmpoBaHus;

— obecneyeHne pelleHns BONpOCoB B AMHa-
MUKe —T.e. paCCMOTPeHMe 1 NpeaoXeHne Ba-
PVAHTOB pa3pelleHns KOHKPETHbIX CUTYyaLWi,
BO3HMKAIOLWLMX MPW MPOBEAEHVN TEHOMHbIX
nccnefoBaHUi 34ech v cervac.

MpeactaBnsercs, Yto ang GOpMUPOBaAHMS
KOMM/IEKCHOro peryinpoBaHvs v paspelle-
HWS BOMNPOCOB MO HaNpaBAeHMIM, yKa3aHHbIM
Bbile, MOXET BbITb CHOPMMPOBAH MEXAHW3M
PErynmpoBaHnsg NpUMEHEHUS TEHOMHbIX Tex-
HOMIOTUIA N MPOBEAEHNS TEHOMHbIX MCCneno-
BaHWI, KOTOPbIA MOXET COCTOATb U3 TPEX OC-
HOBHbIX 91EMEHTOB:

— HOpMaTMBHOE perynupopaHue, T.e. Ha-
INYMe KOMMeKca HOPM Pas3fMYHON Npupo-
[lbl, B TOM UYKC/IE MPaBOBbIX HOPM, 3TUUECKMX
HOPM;

— Hanmune 3GPeKTUBHO QYHKLMOHMPYHO-
WMX OPraHM3aUMOHHBIX CTPYKTYp, Leblo
KOTOpbIX OyAeT aBASTbCS pelieHne  KOH-
KPETHbIX TaKTUYEeCKUX W CTpaTernyeckmx
BOMPOCOB Pa3BuTUs W QYHKUMOHMPOBAHNMS
COOTBETCTBYIOLLIEN OTpacau, Npu 3TOM YyKa-
3aHHble OpraHv3aLUMoHHbIE CTPYKTYpPbl MOTyT
ObITb Kak Myb6ANYHO-NPABOBbIMM, CBA3AHHbI-
MW C TrOCyAapCTBOM, Hanpumep pasjMyHoro
pojia rocyaapCTBEHHble areHTCTBa, CIyXObl,
BEIOMCTBa, Tak M He CBS3aHHbIMK C rocyaap-
CTBOM ¥ OMOCPeAyHoLIMe pasnyHble WHCTH-
TyThl rpaxJaHckoro obllectsa WM npea-
CTaBnstouye onpeaeneHHble CoU HaceneHus
WAW COUManbHble TPyMMbl, HANPUMeEp pa3iny-
Hble camoperynnpyemble opraHusaumm, npo-
dbeccroHanbHble accoumaunm  MeanUMHCKUX
pabOTHUKOB, NALMEHTCKME OpraHM3aLUmnm 1 Tak
nanee. Hemanyto posnb B yKazaHHOWM CTPYKType
MOTYT UrpaTh 1 3TUYECKNE KOMUTETbI;

— Haanexaumm obpasom paboTatouime
Npouecchl  B3aMMOAENCTBUS  OpraHu3alu-
OHHbIX CTPYKTYp ¥ Cy6GbEKTOB OTHOLLEHWA
B paccmaTpvBaemoit 061acTv 06LLEeCTBEHHbIX
OTHOLEHWI.

Mpw 3TOM HeobX0AMMO YCTaHOB/EHWE [0-
CTaTOYHO YETKMX W pa3paboTaHHbIX HOPM
B MO3MTUBHOM MpaBe, B TOM YUC/E ¥ Ha YPOB-
He MeX/yHapoAHOro mpaa W npaBa Mex-
rOCYAapCTBEHHbIX  MHTErPaLUMOHHbIX  0bpa-
30BaHWin, HEOBXOAMMO WCMONb30BaHNE CUM-
6MOTUYECKOrO  perynsatopa,  BK/KYAKOLLEro
Kak MpaBOBble HOPMbl, Tak M HOPMbI WMHOM

¢ KoHBeHLM 0 3aL1Te Npas 1 AOCTOMHCTBA YENOBEKA B CBA3M C MPUMEHEHNEM AOCTUXKEHWA GUONOTN U MEANLMHDI:
KoHBeHUMa 0 npasax yenoseka u 6uomeanumte. OBbeao, 4 anpens 1997 roaa. Pexxum goctyna: https://rm.coe.in-

t/168007d004
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coumanbHOM NPUPOALI, @ UMEHHO MOpajbHble,
3TUYECKME HOPMBI.

HeobxoaMmo  oTMETWTb, u4TOo paboTa
MO CO3AaHMI0  3TUKO-MPABOBbLIX PEryasaTo-
POB TFEHOMHbIX WCCNEeNOBaHWI U TeXHONo-
T yXe HeCcKoNbko AecaTUNeTuin BeaeTcs
B cTpykTypax OOH, B HaAHaUWOHaNbHbIX
opraHax perMoHanbHoro maciitaba, B Mex-
[NlyHApOAHbIX HeNpaBUTENbCTBEHHbIX oOpra-
Hu3aumax v T.4. (Jlanaesa, 2020). OgHako
[0 HacTOSLLErO BpeEMeHM Kakoro-nnbo npu-
eMNIeMOro pesyabtata MnofobHoi  paboThl,
K coxaneHuto, He nonydero. OBycnoBneHo
3TO NpeXAe BCero 4pesBblyaiiHON CAOXKHO-
CTblO M KOMMMEKCHOCTbIO MpeameTa pery-
NIMPOBaHNS, KOTOPbIA MpeacTaBageT coboin
coeAMHeHne ¥ B3aMMOMNPOHUKHOBEHMWE pas-
JIMYHOTO poja OBLLECTBEHHbIX OTHOLWEHUI,
CTONKHOBEHME 1 6opbby pasnnyHoro poaa
NHTEPECOB pa3HbIX COUMAIbHBIX TPy, a Tak-
Xe MHAMBUAYaNbHbIX UHTEPECOB. TeM He me-
Hee B MPaBOBOMN AOKTPUHE LenecoobpasHo
npeanpuUHUMaTL MOMbITKK CHOPMYNMpOBaTh
noAXoAbl N0 GOPMUPOBAHMIO TAKOTO CUMBUO-
TWUYEeCKOro perynsatopa.

CofepxaHue yKasaHHOro cumbuoTnue-
CKOro perynatopa BK/uaeT B ceba pas-
JINYHbIE JOMONMHAOWME APYT ApYyra METOAbI
BO3AEWCTBMS U pEeryavpoBaHus B 3aBUCUMO-
CTV OT cneunduKn OTAENbHbIX BKAOUYEHHbIX
B Hero perynatopoB. OueHb BaXXHO OTMe-
TUTb, YTO CUMBUOTUUYECKWIA perynaTtop — 370
He TONbKO COBOKYMHOCTb PEryasSTOPHbIX HOPM
pa3IMYHOM NPUPOAbI. TakoM perynsaTop BK/O-
uaeT B ceba 1 onpeaeneHHble MeTofbl pery-
AnpoBaHus. MoMMMO BCEro NpoYero, B Yactu
HOpMMpPOBaHKA, NPUMEHEHUS 1 obecnevyeHns
peanmnsaLmm 3TUYeCKnX HoOpM HOMbLLIOE 3Haue-
HWE NMEIOT 1 BOCMUTaHWe, 06pa3oBaHue, npo-
cBelleHmne, cnocobbl GOPMUPOBAHUA Y NUHO-
CTW Haanexallmx npeacTaBAeHWin 0 NpaBmaax
noBeAeHWs B TOM UAN MHOW CUTYaLMN.
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HeobxoanMmo 06paTuTh BHUMaHMWeE, UTO
MO OTAE/IbHOCTU Ceiyac CyLLeCTBYIOT B Kaye-
CTBE PErynqTopoB W MpaBoBOE Perynmposa-
HME, U 3TUYeckue, MopasibHble HOpMbl. Ho
OHWM CYUWLECTBYIOT MMEHHO MO OTAE/bHOCTH.
Yuntbigas xe cneunmduky npeamera pery-
JIMPOBAaHWA, KOTOPLIA coueTaeT B cebe COBO-
KYMHOCTb pasinyHbIX BOMPOCOB U Npobnem,
NpeLCcTaBNfeTCS, UTO HaJexallee peryanpo-
BaHMe Takmx 06LL,ECTBEHHbIX OTHOLWEH NI BO3-
MOXHO TOMBKO C WUCMONB30BAHNEM KOMMIEKC
HOro peryngatopa, CoeauHsiollero B cebe
HOPMbl  Pa3/IMYHOM COUMANBHOM MPUPOLbI,
BO3/ENCTBME KOTOPbIX MPEeAnONOXUTENbHO
MOXET bbiTb HoNee AeNCTBEHHLIM 3a CUET Ch-
HepreTnyeckoro sgdexTa 1 KOHBEPreHunn.

O6beKTUBMPOBAHME YKA3aHHOTO peryns-
Topa BO3MOXHO B MHOroo6pasHbix Gopmax,
BKJ/ItOYAS PA3/IMYHOrO poAa STUHECKUE KOLEK-
Cbl, GOPMMPOBAHME YCTONABLUMXCS Npueme-
MbIX NMPaBW/ NMOBEAEHUS Y HOPM, NMYCTb AaXe
He Bblpa>kKeHHbIX B HEKMX MUCAHbIX AOKYMEH-
Tax, POpMUPOBAHME B OTAENbHbIX TMYHOCTSX
M B OOLLECTBEHHOM CO3HaHWM MpeacTape-
HWU O HaZNexXallem UK HeHagaexallem no-
BeAeHUN.

YTo KacaeTcs mecTa CUMBUOTMYECKOrO pe-
rynaTopa B CUCTEME METOLOB perynpoBaHus
06LWECTBEHHbIX OTHOLIEHWI B ChEpe HayUHbIX
NCCNef0BaHMI, ero COOTHOWEHMS C APYTUMHM
MeToLaMy PerynmpoBaHus, TO MpeacTaBns-
eTCs, UTO CUMBUOTUUECKUIA perynatop 60/b-
Wwe TgroteeT K Metoaam, COOPMUPOBAHHbLIM
B pamKax MArkoro npasa. Ho mexay Tem
B CMAY KOMMIEKCHOrO XapakTepa oH obnaja-
€T 0CTaTOUYHOW TMOKOCTbHIO, C OAHOW CTOPOHbI,
N B CUAY HANMYNS B COCTABE HOPM Pa3/IMYHOM
NpVpPOAbI, B TOM YMCAE N NPABOBbIX, — OCTaA-
TOYHbIM MOTEHUMAIOM BO3LEACTBUS HA CO-
OTBETCTBYIOLLME OOLLECTBEHHbIE OTHOLWEHWA
C uenblo obecneuntb 3GGEKTUBHOCTL MX pe-
TYIMPOBaHUS W AOCTVXEHWs BanaHca MHTe-
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pPeCcoB WHAMBUAOB, Pa3NUHbIX COLMANbHbIX
rpynn 1 obLecTsa B LeaoMm (rocyaapcTsa).

CoumanbHag NoTpebHOCTb B HAMUNK UMEH-
HO TaKoro perynsTopa obyc/oB/ieHa CyLUHOCT-
HbIM M3MEHEHWEM OBLLECTBEHHbIX OTHOLLEHMI
B LE/IOM, BK/ItOUAS O6LLLECTBEHHbIE OTHOLLIEHUS
B chepe reHOMHbIX WCCNeA0BaHWi, xapakTe-
pu3yemblx 6oMblier AUHAMUYHOCTBIO, 6O/b-
LWeR rmbKoCTbo, BOMbLLIEN, C OAHON CTOPOHbI,
VHAMBWAYaNM3aUMeER,  KOpNycKynspusaumen,
a C Ipyroi CTOpOHbI — Bonbleit rmobanvsaum-
e, yBeNNUEHNEM BAMAHUA Pa3/IUUHbLIX COLIW-
a/bHbIX FPYNM, TEHAEHLWIA, TEUEHWIA.

TexHonorusa 6/10KYEiiH KaK 3/1eMeHT
MeXaHUu3Ma peryimpoBaHusi FTeHOMHbIX
uccieg0BaHuUM

[pYMeHNTENbHO K AMHAMUYEeCcKkol cOoCTaB-
NAOLLEV PETYNNPOBAHWS, T.e. K pa3peleHnto
KOHKPETHbIX BOMPOCOB B paMKax KOHKPETHbIX
CUTyauuit, OAHUM W3 31EMEHTOB peryampo-
BaHUS rEHOMHbIX UCCAEL0BAHNA MOXET BbiThb
TEXHONOrNA BAOKYENH.

Ans obecneveHns Haanexallero peryau-
POBaHNA OBLLECTBEHHbIX OTHOLLEHUIA, COBAIO-
AeHns banaHca MHTEpecoB HEOBXOAMM 3acy-
KUBAKOWMI LOBEPUS HALEXKHbBIA MEXAHM3M,
KOTOPbII 6bl NO3BOIMA ONEPATUBHO paspellaThb
BO3HMKalOWME BOMPOCH M MNPOTMBOpEYMS
KaK 3TUYeCKOoro, Tak U MpaBOBOro XapakTepa.

TexHonorna 6aokueinH kak obnagatouias
YHUKQNbHbIMK XapakTepucTuKamm MOXET §B-
NATbCSH BaXHbIM 6A30BbIM 31EMEHTOM Takoro
MexaHM3ma, Mpuyem 3Ta TEXHONOTUS MOXET
NMPUMEHSATBLCS B KAXKA0M 13 YacTen yKa3aHHOro
MexaHW3ma: B pamkax HOpMaTUBHOrO peryau-
pOBaHWS, B paMKkax rocyaapCTBeHHOro ynpas-
JIeHNs ¥ B pamKax MpOLEcCOB B3anMMOAei-
CTBUSA CYOLEKTOB OOLLECTBEHHbIX OTHOLIEHWIA.

OTMETUM, UYTO TexHoNorMsa 6a0KUYEeRH MO-
XET 6blTb MCMONb30BAHA 1 KAk CBOEro poja
[loBepuTeNbHAA cpeda, B pamKkax KOTOpOW

OCYLLECTBASIOTCA 1 MPOTEKAKT COOTBETCTBY-
foLLMEe MPOLLECCHI, HAMPUMEP OCYLLECTBAAETCS
0bmeH MHpopmaLmen nanm obcyxaeHue Ka-
KOro-nMbo BOMpOCa, XpaHeHue onpeaeneH-
HbIX JaHHbIX. TexHonorus 6a0KYenH MoXeT
ICMOMb30BaTHCA U KAk CBOETO poAa CPeacTBo,
MHCTpyMeHT — obecrieyeHns  6e3onacHoCTy
M 3aUMLIEHHOCT 0bMeHa  MHpopmalmen
B pamKkax peryanpoBaHuns 0bLEeCTBEHHbIX OT-
HOLLEHWI, obecnederns banaHca UHTEPECOB.
Peanns3oBaHHag B pamkax TEXHONOMMWU GOK-
UeiH BO3MOXKHOCTb MCMOMb30BaHUS Tak Hasbl-
BaeMbIX CMapPT-KOHTPAKTOB, KOTOPbIE 3a4acTy0
onpefenaTca Kak Habopbl MHCTPYKUMIA, Npu-
MEHSEMbIX MpW COBMOAEHUN ONpeaeneHHbIX
YCNOBWIA, MOANMHHOCTb, OCHOBaHMS MNpUmMe-
HEHUS U NOTPEBHOCTU KOTOPbIX MOTYT BbiTb
cobntogeHbl 1 oaobpeHbl Kaxabim (Ozercan
etal, 2018), MoryT ObITb UCMONB30BaAHbI Kak Me-
TOAONOTMA  paspeLlieHns OnpeaeneHHbIX BO-
NPOCOB, BO3HMKAIOWIMX B XOE TEHOMHbIX WC-
cnefoBaHuin. Kpome Toro, ¢ UCNOb30BaHMEM
TEXHONOTMM BAOKYEH BO3MOXHA pa3paboTka
MHQOPMALMOHHBIX CUCTEM paspeLleHuns cro-
POB 1 MPOTUBOPEUNI, BOZHWUKAKOLLMX MEXY
Cy6bekTaMn  COOTBETCTBYIOLMX  OTHOLLEHUIA,
uTo TaKkxke 6yneT cnocobcTBoBaTh obecrneve-
HUIO HAANEXaLlero peryanpoBaHmns 1 cobio-
AeHns 6anaHca MHTepecoB B yKasaHHoR chepe.

3ak/ioueHue

[eHOMHble uMCCnefoBaHMs Kak HocsLime
OYEBMAHO MEXANCLUUAAVHAPHBIA XapakTep
1 Tpebytolime KOHBEPreHUMN HECKOIbKMX
HayK, Hampumep MeauLuHbl, BUonorum, Xiu-
MUK, UHOOPMATUKK, QUNKK, FGBASIOTCH Sp-
KUM CBWUAETENbCTBOM MMEHHO HOBOMO YPOB-
HS pa3BUTUS HayKW, SBAEHUS «MeTacaneHcs.
Cneumdunka OTHOLIEHWNA, CKAAAbIBAIOLLMXCS
B chepe reHOMHbIX CCNef0BaHMIA, MO3BONSET
NpeanonoXmnTb HEOOXOAMMOCTb KOMMIEKCHO-
rO WX PEerynnmpoBaHus C NPUMEHEHWEM CUM-
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6MOTUYECKOrO  peryndatopa, BK/KuYalolWero cneyeHve 6asbl, dyHAaMeHTa peryanposa-
B ce65 He TONbKO NPaBOBble HOPMbI, HO U PEry-  Hg, T.e. CBOEro poAa CTaTukW peryanpoBaHung,
NSTOPHbIE HOPMbI MHOM MPUPOAbI, HAMPUMEP  C OAHOW CTOPOHbI, W 0becneyeHne pelleHus
3TndYeckme, BO3AENCTBME KOTOPbLIX MPeAnoao- BOMPOCOB, BO3HMKAOWMX B chepe reHOMHbIX
XUTENbHO MOXET BbiTb 6oNee AENCTBEHHbIM — WCCAEA0BAHMIA B AMHAMUKKe — C ApYyroi. Bax-
3a CYeT CUHepreTMyeckoro aspdekTa n KOHBEP-  HOW YacTblo MOCAefHel, ANMHAMUYECKOW, CO-
reHumun. Mpu 3TOM B peryavpoBaHuM MOXHO — CTaBASIOWEN PErynMpoBaHns MOXET SBAATb-
BbIAENTb [Ba OCHOBHbIX HaMpaBAeHWa: 0be- g UCMONb30BaHNE TEXHONOMUM BAOKUENH.
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