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B paboTe npepnctaBneHbl pesynbTaTbl MHOrOQAKTOPHOMO aHanM3a GMO3TUYECKOTO KPUTEPUS COLMANbHOM 3HaYMMOCTU FEHETUYECKMX
MCCnenoBaHWi B MeamumHe U 6uonormn. C TOUKM 3peHUs HPABCTBEHHOM OLIEHKM, AaHa UCTOPUYECKas peTPOCMeKTUBA U AMaNeKTUKa
Pa3BUTUS FEHETUYECKMX TEXHOMOTUI U MX NMPUMEHEHUS B MEAMLIMHCKOM NpakTuke. MokasaHa couuanbHas U MOpanbHasi KOHPMKTHOCTb HecbanaHcu-
POBaHHOTO WCMO/b30BAHMUS FEHETUHECKUX TEXHONOMMIA U NPEANOXKEH STUUECKUI M HOPMATUBHbIM ITOPUTM peLLEeHUit. PaccMOTpeHbl BeayLume Noaxoabl
nomcka ONTMMU3aLMKU BHEAPEHUS FEHETUYECKMX TEXHOMOMMIA Ha OCHOBE MOBbILIEHWS 3TUKM HaykKu, 06pa3oBaHus, foBepus obLLecTsa, obecneveHus
3TUYECKOM COCTABNAOLLEN 3aKOHOAATENbHOrO perynnposaHus. MoctpoeHne paboTtbl U 06CyXaeHWEe pe3ynbTaToB 6a3upyeTcs Ha peanbHbiX
1 NepCneKTUBHBIX NPUMEPaX MPUMEHEHUS TEHETUYECKUX TEXHOMOTUIA: MPEHATaNbHOM M NMPEUMIIAHTALMOHHOM AMArHOCTMKM; TEHETUYECKUX BaHKaXx;
penakTMpoBaHUM reHoMa yenoseka. Cneunduka paboTbl 3aK/O4aeTCs B HEMOCPEACTBEHHOM MHOrOMIETHEM aBTOPCKOM Y4acTuM B CO3L4aHWM
3TMYECKOM KOHLIEMLMM FEHETUMECKUX UCCIEA0BAHUI B MEAULIMHE M GUONOMMM HA HALMOHANBHOM, PETMOHANIBHOM U MEXAYHAPOLHOM YPOBHSIX.
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technologies based on improving the ethics of science, education, public confidence, and ensuring the ethical component of legislative
regulation are considered. The construction of the work and the discussion of the results confirms by real and promising examples of
genetic technologies: perinatal and pre-implantation diagnostics; genetic banks; editing the human genome. The specificity of the work
lies in the direct long-term author's participation in the creation of an ethical concept of genetic research in medicine and biology

on the national, regional and international levels.

Key words: genetic research, bioethics, conflict of interest, bioethics education, social trust, responsibility, diversity, fairness and equity.

Jorvka v grManekTuka passBuTUS HAyKU BHE 3aBMCMMOCTM
0T 061aCcT! 3HaHWUI BCeraa MynbTUAUCUMMIMHAPHBI U UMET
YeTKMe coumanbHble paMku. Ha aTane 3apoxaeHus Hay4yHoro
npoekTa 3TW paMKK O4YepyeHbl CBOEOOPasHbIM COLMANbHBIM
3aKa30M, CBSA3aHHbIM C peLleHMEM TOW MM MHOM HACYLLHOM
notpebHocTM obwectea. Ha 3aBepwatowem 3Tane dopmar
3TUX YCIOBHbIX PaMOK NOApa3yMeBaeT COLMaNM3aLMI0 pesyib-
TaTa Hay4HOro UCCNIELOBAHMS, @ UMEHHO BO3MOXHOCTb MPAKTU-
YECKOro MCMoNb30BaHMS B peanibHbIX UCTOPUYECKMUX U COLMO-
KYyNbTypHbIX 0bcTOsTENbCTBAX. [pU 3TOM 0OYEBMAHO, 4TO
YCNOBUS, KOTOPbIE OMNpesenstoT caMy BO3MOXKHOCTb, XapakTep
W CNpaBea/IBbIM AOCTYN K HOBbIM LOCTUXXEHWSIM HayKW, B CBOKO
oyepefib, HANPsSIMyK 3aBUCAT OT LENOr0 psfa COLMANbHO-
00YyCNOBNEHHbIX KAaTEropui, TakMx Kak Mopainb, UAE0NOrus,
IOPUCTIPYAEHLMS, MONUTUKA, SKOHOMUKA, KY/bTypa, COLMONOTUS.

0603HayeHHas obLias TeHAEHUMUS MOXET ObITb yoeau-
Te/bHO NMPOC/IEXEHA Ha MPUMEPE CTAHOBIEHWS U NPOABUXKEHNS
[LOCTaTOYHO MOJIOLOM HAaYKM — FEHETUKMU — B KOHKPETHOM ee
NpenoMieHUn K MeguLLmMHe 1 Guonoruu.

Ucmopuyeckuii acnekm. [lepBble npeacTaBneHuUs,
HabnooeHWs 0 BO3MOXHOCTM nepenayu naTonornvyecknx
NPU3HaKOB HACNEACTBEHHbIM NyTEM MOTYT BbiTb OTHECEHDI
K IV Bexy A0 H. 3., 0 YeM CBMAETENbCTBYET HaCTaBleHWe
«TanMypa» 06 ONacHOCTM MpPOBeAEHUS 0Ope3aHus y Manb-
YMKOB, CTaplme 6paTbs KOTOPbLIX UK ASAM MO MaTEPUHCKOM
JIVHUM CTPAZanu KpoBOTEYEHUSMU. B 3TOM noucTuHe apeBHeM
LLOKyMeHTe obpallaeT Ha cebs BHUMaHMe Ha3MAaTeNbHOCTb
W HPaBCTBEHHAs KOHPMIMKTHOCTb YCTAaHOBMAEHHOro dakTa. JTa
cneundUKa BbIPAXXEHHOrO MOPaNbHOTO pe3oHaHca byaert npu-
Cylwa BCEM MOCNEAyLWMM OTKPbITUSIM B LaHHOM 06nacty,
BrnoTb go XVIII-XIX BekoB, npMMepoM Yero cnyxat onucaHue
HacnefoBaHUs LOMUHAHTHOTO (MOAMAAKTUIMS) U peLeccus-
Horo (anbbWHM3M) NPU3HAKOB M HACNEACTBEHHOM NPUPOAbI
remodunuu [4].

Knaccuueckne pabotbl . MeHpens, Y. batcoHa,
B.J1. MoraHceHa, T. MopraHa no u3y4yeHuto 3aKOHOB Hacnea-
CTBEHHOCTM, CTAHOBNEHUE TEPMMHONOTMYECKOro C/0Baps
reHeTUKM U OTKpbITUE ee cybcTpaTa YeTko 0603HaAUMIMU ry-
60Ky B3aMMOCBS3b FrEHETUKU C COLMANTbHBIMU U HPABCTBEH-
HbIMM mocneacTBusMu [35]. MokasaTenbHbIMKU SBASKOTCS TPYAb
poccuitckoro yyeHoro H.K. KonbuoBa (Hauano XX Beka) o 6uo-
NOTMYECKOM HEMPEpPBLIBHOCTU XM3HU, MPOUCXOAALLEN NyTeM
CaMOKOMMPOBaHWUs HACNeACTBEHHbIX MONIEKYN, U MocieayLiee
NOLTBEPXAEHUE [AHHOW MMNOTE3bl O PaaMaLMUM U AKTUBHBIX
XUMUYECKUX COEAMHEHMSX KakK (akTopax, Bbi3blBAOLLMX
HaCNeLCTBEHHbIE U3MEHEHUS — MyTauuu opraHu3moB [25].

Poccuiickas MCTOpUS TEHETUKM B JIMLLE BbIAAKOLLMXCS
YUYEHbIX CLEeNana pewmnTeNbHbli NPpopbiB B Pa3BUTUMU U CO-
unanusaumun npobnem reHetuku. Tak, H0.A. duannyeHko
(1882-1930) paspaboTtan reHeTMyeCkMe OCHOBbI CeneKkLuu,
C BK/IOYEHMEM BapuaumoHHol ctatuctmku; A.C. Cepebpos-
ckuit (1892-1948) skcnepumeHTanbHO 060CHOBan uAaet
0 penumocTu rena [12, 13]. K Havyany 40-x rogoe XX Beka
Obl1 NPefoXKeH reEHEeTUYECKUIt METOL, PerynMpoBaHus nona
y TYTOBOFO LUENIKONPSAA, METOAbI CENEKLUN PACTEHUIA U XKK-
BOTHbIX, TEOPUSI XUMUYECKOTO MyTareHe3a W npeacTaBneHue

0 reHeTMKe Yenoseka [/]. 3TOT yHUKanbHbIV pecypc Ha onpeae-
JIEHHOM BpeMeHHOM 3Tane Obin KaTeropuMyecku OTBEpPrHyT
npeonornenn CCCP, yto ewe pa3 ybegutenbHO AEMOHCTPU-
pyeT HPaBCTBEHHYK KOHMIMKTHOCTb reHETUYECKUX UcCeno-
BaHWUM M MONUTUYECKUX TEHOEHLMI M NofvyepKMBaeT cakpa-
MEHTANIbHY0 OCHOBY HEOOXOAMMOCTM LOCTMXEHMs DanaHca
HaYKM U 3TUKN.

CBoero anores HempenckasyeMoCTb M OCTPOTa nocnen-
CTBMIM AncbanaHca HayKu M 3TUKU AOCTUINA B YCNOBUSAX NPU-
MeHeHWs1 OOCTMXKEHUIA COBPEMEHHOM FEeHETUKN B MeaMLUMHE,
KOrga peanbHOCTbIO CTana [AMArHOCTUKA HaCNefCTBEHHbIX
3aboneBaHui, reHHas Tepanusi, CEKBEHUPOBAaHWE FeHOMa
yenoBeka, TEXHONOMMKU TepaneBTUYECKOro U penpoayKTUBHO-
ro knoHupoBaHus [4]. CTpeMuTeNbHBIN NpOrpecc MeaULMHCKOM
FeHEeTUKU Heun3BeXHO COMPOBOXAAETCS HernpecTaHHbIM MOsiB-
NIeHWEeM BCe HOBbIX MOPaJNibHbIX U HOpUAMYECKUX npobrem,
KOTOpble HAaXOASATCS B LEHTPe BHMMaHUS M 03aboyeHHOCTU
Pas/IMYHbIX MEXAYHAPOLHbIX M HALMOHA/bHbIX OpraHM3aumit
[26]. YHuKanbHas ocobeHHOCTb AaHHbIX NpobneM 3aknoyaercs
B TOM, YTO OHM TPebyHOT NOMCKa PeLleHMi Ha pasnnyHbIX YpOB-
HsX 0bLLecTBEHHON, NPOhECCMOHANbHOM, COLMANbHON U UHAN-
BUOYaNbHOM OTBETCTBEHHOCTY.

B ucTopuueckoM nnaHe 04eBMAHO, YTO MNapaLoKCab-
HOCTb BO3MOXHOCTEM FEHEeTUYECKOM Hayku BcCerga MoMUMMO
6nara nopoxpana 6pems 3abnyxaneHui U Bpena, Haubonee
NPOSBMBLLErOCS B TAaKOM SIBJIEHUM, KaK €BFeHUKa U NpoaBuxe-
HUM Maen KynydleHns Ka4ecTBa Npupoabl Yenosekay [29, 31].

PazpneneHne eBreHWKM Ha «HEraTMBHYK U MO3UTUBHYHO®
He YCTpaHseT HPAaBCTBEHHbIV XxapakTep npobnembl. Heratue-
Has eBreHuKa npecrenyeT LeNb NPUOCTAHOBUTb Mepenayy
No HACNeacTBy «CyOHOPManbHbIX», AedEKTHbIX FEHOB, TO €CTb
npenoTBPaTUTL Haclef0BaHUE FeHETUYECKMX 0COBEHHOCTEN
npeanonaraemMbix NMOpPoYHbIX FEHOB, a C/lel0BATeNbHO, Tpe-
OyeT yoaneHus M3 nonynsuMyM MNOTEHUMANbHBLIX HOCUTENEN
3TUX reHoB. [lOCTaTOYHO NMPOAHANM3MPOBaTb METOAbI HEraTuB-
HOM eBreHukM B nepBow nonosuHe XX BeKa, KOraa LWMpOKO
MCNONb30Banachb NPUHYAMTENbHas cTepunusaums. Hanpumep,
nepBbli 3aKOH O NPUHYAUTENBHOM CTEpUAMU3aLMK NO FeHeTU-
YeckMM nokasaHuaM 6bin npuHaT B CLIA B wrate MHamnaHa
B 1907 ropy, a 3atem ewe noytn B 30 wratax CLUA. Bcero
[0 Bropoit MMpoBoWi BovHbI 6bi10 3apernctpuposaHo B CLLUA
okono 50 TbIC. cnyyaeB NPUHYAUTENBHOM cTepunansaumn [6].
HeraTMBHas eBreHuyeckass NonuTMKa SIPKO MpOsSiBUIACL B Ha-
umcTckoi MepMaHuu, roe Bo3obnagana uaes co3gaHus uaeanb-
HOM apuIMCcKoM pacbl. B COOTBETCTBMM C 3TUM MCMONL30BANUCH
BCE METObl NPEAOTBPALLEHMS PACTIPOCTPAHEHUS TaK Ha3blBae-
MbIX «HeXesnaTesbHbIX» FreHOB, CpeAM KOTOpbIX Npeobnasanu
HACMIbCTBEHHAN CTEPUNIM3ALMUS U PUBMYECKOE YHUUTOXKEHME
HoCuTenew 3TUX reHos.

[Mo3uTnBHaA €BreHnka, Kak pasHOBUOHOCTb €BreHUKH,
MMEET CBOK JJIUTENbHYH0 UCTOPUIO, BOCXOASLLYHO K aHTUYHOCTMH,
HanpuMmep, K MnaToHy, KOTOPbIM BEPWN, YTO XKENAEMbIE YerOoBe-
YyeckMe KayecTBa MOXHO BO34ENblBaTb M KYNbTUBMPOBATD,
nofo6HO TOMY KaK BbIBOAST PACTEHMS UM XXMBOTHBIX C Xenae-
MbIMU KayecTBamu. B XIX Beke nosBMnncb uaen HeonapBUHU3-
Ma, MpeaycMaTpuBalOWME COLMAbHYH MNOMWUTUKY, KOTOpas
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noowpsna 6bl pasMHoXeHWe M36paHHbIx [11]. 3Ta cTopoHa
€BreHMKM CTaBUT CBOEW 3aJaven obecneuntb npemMmyLLecTsa
[NS BOCMPOM3BOACTBA N0AeN, B HaMbonbluel CTeneHn nMmero-
LUMX Kakue-nnbo LeHHble Ansg obLwecTBa KayecTBa, YTO MOXET
ObITb LOCTUXKMMO pasHbIMKM CNOCOBaMK, BKIKOYaAs OTOOP U Aanb-
Helillee UCMONb30BaHUE AN PENPOAYKLMU MOMOBbIX KIETOK
1 3MOPUOHOB NIIOAEN, UMEIOLUMX HYXXHbIE KaueCTBa; MaHWUMyu-
poBaHuWe C FeHOMOM Ha YpOBHe raMeT U 3MOPUOHOB.

B uenom, cpean MHOMMX OAHO3HAYHO HEAOMYCTUMBIX
C MOpanbHOM TOYKM 3PEHMUS MOCNEACTBMM, CTAaBLWMX peanb-
HOCTbIO MeAMULIMHCKON npakTikn XX n XX| Bekos, B UCTOPU-
4YeCcKOM MnepcrnekTBe, 0coboe 3HaYeHMe MOXET ObiTb NpeaaHo
HEOXMAAHHOMY (DEHOMEHY — OTKasy 4enioBeKa/4enoBevecTsa
3HaTb CBOK Cyabby, He MMes BO3MOXHOCTM ee u3bexarb
W CTpaxy nepep «coyuansHoli 8nacmeto 6uoaoeu4eckoli UH@op-
Mayuu», 4TO CO BCEM OYEBMAHOCTbIO OMpenensieT akTyanb-
HbIi HDAaBCTBEHHO-COLMANbHbIA OTBET Ha BbI3OBbI U AOCTU-
YXEeHUS HayKu.

Takum 06pa3oM, peTpocnekTnBa reHeTU4YeckMx uccne-
[IOBaHWUI elle pa3 BbISBASET HEMNPENOXHOCTb MOHUMaHUS
BbICLUEN Lenn BMO3TUKM U ee yHUBepCaNbHOW ponu - pas-
pewaTtb NpPOTUBOPEYUS MHTEPECOB NMYHOCTU M 0bLiecTBa,
BO3HMKAlOLLME B XOAE Nporpecca Hayku.

HpascmeeHHbie OunemMMbl Co8peMeHHOU MeOUUUHCKOU
2eHemuku. Bo3Bpalanch K KaTteropuu yCnOBHbIX COLManb-
HbIX PaMOK COBEpLUEHCTBOBAHMS HAYKMW, CneayeT NpU3HaThb,
YTO JIOrMKa COBPEMEHHOr0 COLMAanbHOMO 3akas3a B MeauLMHe
MMeeT XapakTep OTpbIBa OT MOBCEAHEBHbIX M MPeacKasyeMblxX
HY>[L M, KaK HMKOTAQ, ycTpemieHa B chepy npeofoneHus 3asu-
CMMOCTU OT HEKOHTPONMPYEMBIX, BUONOrnYecku onpenenex-
HbIX (DaKTOpPOB.

MNHTEpecoM U CTUMYNIOM CYXUT He npobnema npodu-
NaKTUKKM M neYeHns BonesHu, a Bonpoc ee nukeupaummn. Ctape-
HMEe M CMepTb He NUMUTUPYIOTCS MpobnemMoi noaaepXkuBa-
IOLLEN, MANNNMATUBHOM NPAKTUKKU, @ CTAHOBATCS BbI3OBOM K MX
6uonornyeckomy otganeHuto. OcobeHHOCTM YenoBeka (B TOM
yucne, HeCOBEPLUEHCTBO MM OTPAHUYEHHOCTL) BU3NYECKMX,
NCUXMYECKUX, WUHTENEKTYaNnbHbIX BO3MOXHOCTEN He BOCMpU-
HMMAKTCA C TOYKM 3pEHUS MHOroobpasus UHAMBUAYANbHBIX
(aKTOpOB, @ PacCMaTPMBAOTCA KaK TOYKA NPUIOXKEHUS TEXHU-
YeCKMX peLleHni (MoaMduKaLmMm u MaHunynaumm ¢ buonoruue-
CKMM MaTepuanom).

CnepoBatenbHO, TPaAMLMOHHO MPUCYLLAs MeauumHe Leb
MoucKa HOBbIX NyTel ucueneHns ot 60ne3Hn, BOCCTaHOBIe-
HWUS M COXpaHeHusi 340pOBbS, TpaHCHOPMUPYETCS B Lenb —
yayyleHue Npupoabl YeNoBeKa, 8 OCHOBOM U UHCTPYMEHTOM
[OCTWKEHMS TaKoM LLeNn CTaHOBUTCA reHeTuyeckas nnardopma
Ha HOBOM YpOBHE TeXHO0rMyeckoro npopbisa. lNpumepamm
MOTYT CNTY>XUTb MO3ULMOHHbIE HANPaBNIEHUS, YXKe AOCTaTOYHO
NPOYHO BOleAWMEe B MEAULMHCKYI NPaKTUKy UAU CTPEMU-
TeNIbHO 3axBaTbiBalowue chepy BAUSHUS HAa GOPMUPOBAHUE
MHTepeca M notpebHocTn obwectBa. B nepsyio ouepenp
B 3TOT CMMCOK MOXHO BHECTU Clieflylolime no3uuuu: npeHa-
Ta/lbHas M MPeUMMNaHTAUMOHHAs AMArHOCTUKA; reHeTuyeckue
6aHKW; reHeTMYeCKoe TECTUPOBAHME U, HAaKOHeL, pefakTMpoBa-
HWe reHoma.

MocnepoBaTenbHoe pacCMOTPEHUE STUUYECKUX PUCKOB,
00YyCNIOBNEHHbIX 3TUMU TEXHONOTUSMM, BbIFNAAWUT Cheadyto-
wuM obpasoM. Ha ocHoBe BO3MOXHOCTEN MpeHaTanbHOM
U NPeUMMNIaHTaLMOHHOM AMArHOCTUKU MOXET MPOMUCXOAUTb
peanu3aums GeHOMeHa MHOXECTBEHHOrO LieneHanpaBneHHo-
ro Bblbopa nona 6yayuwero pebeHka (CBoero pona, cenexkums).
Mo [aHHBIM KpUTEpUsi COOTHOLUEHMS MONIOB NPU POXAEHWM

pebeHka, roe 3a HopMy NpUHAT KoadpduumeHt 105 manbuum-
koB Ha 100 pesouek (105 m. /100 g.), MOXHO BbiAENUTL LienbIi
paf CTpaH, B KOTOPbIX CO BCEM ONpeaeneHHOCTbIO BbiSBAEHbI
NonynsAUMOHHO 3HAUYMMble 3PPeKTbl KaK pe3ynbTaT UHAMBU-
[yanbHbIX pelleHuii no Beibopy nona pebeHka. K Takum cTpa-
HaM Mo CTemneHW pa3pbiBa reHAepHoro H6anaHca OTHOCATCSA:
HOxHas Kopes (122 m. / 100 p.); AsepbaitoxaH, ApMeHus
n Tpy3usa (120 m. / 100 a.); Kyba (118 m. / 100 p.); KHP
u Uuans (117 m. / 1004.) [8, 30]. ns noHMMaHus nopoxaae-
MbIX 3TMM MOPaNbHbIX NpobnemM HeobxoAMMO TlATeNbHOE
U3y4yeHue U AUTENbHbIA MOHUTOPWUHT BIUSIHWUS YCTAHOBNEH-
HbIX (aKTOpoB, 0COGEHHO B OOLWECTBEHHbIX rpynnax, rae
OTMeYeHbl pa3Hble reHaepHble npaea W npusuneruu. MNpuse-
[EHHbI BbIlE MpUMep XapakTepusyeT HeCOOTBETCTBME BO3-
MOXHOCTEW Hayku U ee 3TMYECKOro COMPOBOXAEHWS Ha 3Tane
nepuHaTasibHOM AMArHOCTUKM B HEMEAMLUMHCKMX Lensx (onpe-
[eneHne nona naofa Wnu, B OTAE/bHbIX C/lyyasix, OTLOBCTBA).
Takas npakTvka MpY3HaHa OAHO3HAYHO AMCKPUMMHALMOHHOM
BCEMW ABTOPUTETHBIMW MEXAYHAPOLHbIMKU CTPyKTypamu: BO3,
FOHECKO, CoseT EBponbl [2, 24, 32, 36, 37, 41, 45].

OpHako ¢ 0coboli OCTPOTOM Mepa 3TUKM NMOAHUMAETCS
Haf, Mepoi Hay4yHOro M MpPaKTUYECKOro CMbICNa B CUTyaLuu
NPUMEHEHUSI NMPEeHATaNIbHOW AMArHOCTUKM C Lenblo 06Hapyxe-
HWS MATONOMMKM Ha CTaAMM BHYTPUYTPOOHOro pasBuTMS MN0OAa.
KOH®AUKT M NpOTMBOPEUMBOCTb MOPAIbHOTO CY>XAEHWS CBS-
3aHbl, B YaCTHOCTK, C OTHOLWEHMEM K abopTy, KOraa, C OAHOM
CTOPOHbI, MPU BbISBEHWM NATONOMMM NAOAA MOXeT ObiTb
MPUHSTO peLleHue 0 NpepbiBaHUKM BepeMeHHOCTH, a C ApYron —
NnosIBNSETCS peanbHbIM LWAHC onepexatolen noaroToBKM
K poXaeHuto 60/bHOrO pebeHka n onpeneneHne BO3MOXHO-
CTM NPOPUNAKTUKM UM PAHHETO NIeYEHUS.

JTMYECKMM BbI30BOM B HAa3BaHHOM CUTyauuu CTaHO-
BMTCS MPaBO JIMWEHUS XM3HU MOTEHLMANIBHOTO YenoBeka,
MMEIOLLIEro HEeCOOTBETCTBYIOLWMI HOPME «YPOBEHb 3[0POBbSI».
JTa npobnemMa Hawna OTKIMK B pelleHun BcemupHoi megu-
unHckoi Accambnen (BMA) no Bonpocam abopta, npuHsBLLEN
B 1983 roay BeHeumaHcKyo geknapauuio, KOTopas NpoBo3-
rnacuna B KayecTBe MepBOro OCHOBOMONAraloLLero npuHUMna
Bpaua - «ysaxceHue K yesoseqeckoli ¥U3HU C MOMEHMA ee
3a4amusi». B 3TOM e AOKYMEeHTe NPONMCaHo, YTO MPOTUBO-
NnocTaBNeHWE MHTEPECOB MaTeEpU C MHTEpPECaMu ee He po-
avBlerocs pebeHka CTaBUT Bpaya nepep «KHEOOHO3HAYHbIM
8b160poM, Komopelli onpedensemcs pazHbIMU pPenu2uo3HbIMU
U HpascmeeHHsIMU NO3UyusMU, npuyem mwoboe u3 peweHull
mpebyem ysameHus asmoHomMuu 4Yenoeeka» [27]. CneunanbHo
Heob6Xx0AMMO MOJYEePKHYTb, YTO Ha3BaHHas Jeknapauns BMA
MMeeT MOparbHO-3TUYECKMI XapaKTep, HO He SIBNSIETCS HOpUau-
4YecKoM OCHOBOM Ansl NPUHATMSA peLueHus. FOpuanyeckuii acnekT
HanpsIMyl0 3aBUCUT OT HALMOHANBHOTO 3aKOHOAATENbCTBA, KO-
TOpOe B CBOK O4yepefb 3MXKAETCS Ha NYMaHWTapHOW M ecTecT-
BEHHOHAY4YHOM MO3MLUMM MUKPO-TEHETUKM, CBSI3aHHOM C onpe-
[LleneHneM «MopansHo20 CMamyca Yenose4yecKo20 naooax.

CnepoBaTenbHo, B COLMANbHOM, NPaBOBOM M MOpasib-
HOM MnaHe Mpu OCYLLECTBIEHUWN TFEeHETUYECKU 3aBUCHUMbIX
uccnenoBaHUiA (NepuMHaTanbHOM M/MAM NpeMMNAaHTALMOHHON
[MarHocTMk1) HeobxoauMbl 0ObeKTMBHAs OLeHKa nocnen-
CTBMIN PENpPOLYKTUBHOIO BbIOOPA U SICHbIE KPUTEPUM UCKIIHOYE-
HWUS OUMCKPUMMHALMKM, NpeHebpexeHus NpaBOM Ha >XM3Hb
W yBaXKEHWE aBTOHOMMU INYHOCTU.

[pyrum ysa3BUMbIM  SIBNEHWEM, MOPOXKAEHHLIM TMpo-
rpeccoM B cdepe reHeTuKu, cnemyeT NpusHatb nnathopmy
reHeTMyeckux H6aHKOB AaHHbIX C MEpPCreKTMBOW 3IKChayaTa-
UMM STHUYECKM CBA3AHHbIX HACNEeACTBEHHbIX 3aBUCUMMOCTEN.
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Knaccuueckum npumepoM cTana Tak HasblBaeMas «UCNaHA-
ckas cara». lNpoekrt 1998 ropa cnocobctBoBan hopmMuposa-
HUIO 3THUYeCKn onHoponHoi (90 %) 6asbl AaHHBIX, BKHOYAHO-
wen MeaMuUMHCKY MHGopmaumsa ¢ 1915 roaa, poaocnoBHyio
W reHeTMyeckyr WMHGOPMALMIO, C IKCKIO3MBHBIM NPaBOM
KOMMepyecKoro ucnonbzosanus [30]. OgHo3HauHa KpUTKY-
HOCTb popMaTa MpoekTa C TOUKM 3PEeHUs ITUKW, NpeacTaB-
nsouwero coboit caenky o kynne-npogaxe. OgHako ocobblii
PUCK MMEIOT pe3y/bTaTbl, KOTOPbIE YK€ HA CErOAHSLIHUIA AeHb
NO3BONSAIT, MO AAHHLIM MOMYNALMOHHON FEHETUYECKON MHXKe-
Hepwuu, BbIMTM Ha BO3MOXHOCTb NPOrHO3MPOBaTh U AnddepeH-
LMPOBAaTb Pas/iMuHble WMHTEEeKTyaNbHble YPOBHM Yy Byayluero
NMoTOMCTBa M NPOBOAMTL BbIBOPKY AeTeit c H6onee BbICOKMM
ypoBHeM uHTennekta [34]. NMopobHoe Henb3s He pacueHu-
BaTb Kak HOBYK €BreHMYecKyl BOJHY, CTaBMBLUYH MOA, CO-
MHEHWe BCe AOCTWUIHYTble YeNOBEYECTBOM MpaBa KyNbTypPHOro
pa3Hoobpaszus, Kak COBOKYMHOCTb MPUCYLLMX OBLLEeCTBY OT/K-
UMTENbHbIX MPWU3HAKOB — AYXOBHbIX M MaTepuanbHbIX, UHTEN-
NEeKTYanbHbIX U 3MOLMOHANbHbIX, OXBATbIBAOLIMX 06pa3 XM3HK
KYMEHWE XMWTb BMeCTe», CUMCTEMY LIEHHOCTEW, BepOoBaHMM
W TepnMMOoCTb.

CoBpeMeHHbIM OTEYECTBEHHBIM MPUMEPOM MO3UTUBHOIO
MCCNe0BaHNS MOXET CITYXMTb M3ydeHue reHodoHaa nonyns-
LM COBMECTHOrO MPOXMBAHUS PYCCKUX M Kapen TBepckon
061acTv B CpaBHEHWUM C reHOPOHAOM MPEeUMYLLECTBEHHO OAHO-
POLHbIX PYCCKMX MOMynsiUMi cocefHUX obnactert u kKapen
Kapenuu u Ceeepo-BoctouHoli EBponbl Ha npeaMeT BbiSiBNEHUS
B3aMMOMPOHUKHOBEHWSI TEHETUYECKOM MHDOpMaumu. M3yyeHne
AQyTOCOMHbIX FeHOMOHAOB PA3NUYHBIX ITHUYECKUX Tpynn
KOPEHHOr0 HaceneHus MMeeT 3HaYeHue ONs KaTanornsauuu
reHOMHOro pasHoobpasuns U ANS HAKOMIEHWs AaHHbIX 06 oco-
6eHHOCTAX reHO(OHLOB perMoHanbHbIX Nonynsaumi. Mo3uTnMeHoe
NpMMeHeHne TaKoW MHGOpMaumMu HaxoouT Mecto B dapmako-
reHoMuKe M B Xoae cyaebHo-MeanuMHCKuX 3kcneptus [1, 39].
[oTeHUManbHO BO3MOXHO AWMCKPUMMHALMOHHOE WCMO/b30Ba-
HWe reHeTUYeCKM ornpeneneHHbIX AeMorpaduueckux AaHHbIX
npu COMOCTABEHWUU C UCTOPUYECKUMU COBBLITUSIMU, YTO MOXKET
MO3BO/IUTb U3MEHWUTb CaMOMAEHTUdMKALMIO HaceneHus [3, 9].

B cBo0 ouepenpb, BbI30BbI FEHETUYECKON MAaeHTUDMKaLMK
3THOCA B MEOMLMHCKOM acnekTe BKIIHOYAKT  KIMHUYECKYo
OLIeHKY TECTOB C y4eTOM CrieLmduKM HaceneHus, cpeam KoToporo
nposoasaTcs. Mpu BblpaboTKe MONUTUKM 34PABOOXPAHEHUS
HeobX0aMMO WCKIUUTL BAMSIHUE CTEpeoTMMNOB, OCHOBAHHBIX
Ha 3THMYECKOM npoucxoxaeHun. U, HakoHel, foMKHa BbiTb
UCK/I0YEeHA AUCKPUMMHALMS U NPeLoCTaBAeHbl rapaHTum 4nis
3THUYECKUX MEHBLUMHCTB MO PaBHOMY [OCTYMY K AOCTUXKEHUSM
MeaULMHBI.

3Tnyeckn 060CHOBAHHYH 3aLLMTY KyNbTYPHOrO pPasHo-
0bpa3ua cnepyet NoHUMATh B KOHTekcTe cT. 1 Bceobuwiei
Oexnapaunn KOHECKO «O KynbTypHOM pasHOO6pasuu»:
«yBaX(eHue pasHoobpaszus Kyaemyp, mepnuMocms, 0uanoe
u compydHu4yecmso 8 06cmaHogke 0osepus U 83aUMONOHUMA-
Husi = 307102 MexdyHapodHo2o mupa u besonacHocmux» [41].

B KoHTekcTe ckasaHHoOro 6o0nblioe 3HayYeHue uMmeeT
3TWYECKOe OCMbICIEHWE CUTYaUMW TeHETUYEeCcKoro TecTUpoBa-
HUS| C MEAMLMHCKUMM LeNisiMU. DTOMY acnekTy Obiin nocesiLe-
Hbl YCUIMS MHOTUX MEXAYHAPOLHbIX OpraHv3auumii, npueeaLwme
K MOHMMaHUIO KNtOYeBbIX 3TUYecknx npobnem [2]. Cpeam onpe-
[eneHHo 0603HaYeHHbIX NO3ULMIA CeayeT, B NepByo oYepesb,
YMNOMSIHYTb TakWe Kak 3awpmTa OT AUCKPUMMHAUMK No daKTy
reHeTM4eckoro TecTMpoBaHus. BecbMa npeackasyem Croxer,
KOraa Ha OCHOBaHWM BbISBNEHHOM reHeTMYeCcKoM npeapacno-
NOXEHHOCTU WHAMBMAYYMa, Tpynnbl, COOBLLECTBA BCTYNakOT

B CMNY MEXaHM3Mbl OrpaHMYEHUs Npu pelleHun Bonpoca
TPYAOBOWM 3aHATOCTU M/WMAM B 06NACTU CTPaxOBaHUS U Cripa-
BEAJIMBOrO pacnpeneneHus bnar.

B cBA3M C 3TMM aKTyanbHO M OCTPO CTOMT BOMPOC
0 KOHOUAEHUMANBHOCTM MONYyYeHHOW MHPopMaumu. MHdop-
MauMs He [OMKHA ObiTb MCMONb30BaHA B LENSX HAHECEHUS
yuepba MAM AUCKPUMUHALMM NIMHHOCTU (CEMbM, Tpynmbl,
coobuecTBa) Kak B KNTMHUYECKOW, TaK U B HEKIMHUYECKOM
chepax, BKOYAKLWMX 3aHATOCTb, [OCTYN K COLMANbHOM UH-
TerpauMm u pocty bnarococtosHus. [lng cnpasennvMBoro
peweHns HeobxoauMma BblpaboTKa peryimMpyrowmx HOpM
B laHHOM cdepe M co3aaHne MexaHWU3Ma orpeLeneHus YpoBHS
NoTpebHOCTU K reHETUYECKOMY TECTUPOBAHWIO M Ha 3TOM OCHO-
Be obecneyeHne pecypcamu 6e3 AUCKPUMMHALMM NO MpU3Ha-
KaM Mona, 3THUYECKOro, PEMrMO3HOro, COLMANbHOro, 3KOHO-
MMYeCcKoro craTyca.

Bce 0603HayeHHble Bbille CLEHapWUK MPUMEHEHUS TeHe-
TUYECKMX [AHHbIX B MEAMLMHE OAHO3HAYHO BbISBASIOT CreLm-
duyeckme 4YepTbl 3TMYeCKMX Npobnem reHetTuku. [lepsoit
M3 KOTOPbIX C/ieAyeT Ha3BaTb HENEPCOHANIM3UPOBAHHbIM (hakTop
OTHOLLEeHUI, Korga cybbekTom noboro HabnoaeHus (C uenblo
[MArHOCTUKM, NPOMUNAKTUKM UK NNEYEHNS) SBNSETCS HE TONTbKO
WHOMBUAYYM, @ BCS TEHETUYECKM CBA3aHHas rpynna (Cembs,
pog, nonynsums). OGHOBPEMEHHO CeayeT NpMU3HaTh, YTO NPaBo
MHOMBMAYYMA HA KOHPUAEHUMANbHOCTb reHeTUYEeCKon UHBOp-
MaLmK BCTyNaeT B KOHQAMKT C MPaBOM BCel rpynnbl Ha obna-
LaHue obwelr C MHAMBUOYYMOM WHbOpMaLMEN, UMEetLLEen
Ype3BblYaliHOE 3HAYMMOE [/ KKOOr0 OTAENbHOro UYieHa
rpynnbl U BCEW TPyMMbl B LLEOM.

K aKkTyasbHbIM 3TUYECKMM NpobnemMaM Takke OTHOCUTCS
0YeBUAHbIN TEXHONOMMYECKUI Pa3pbiB YMCNA CMOCOOHBIX ANs
[IMAarHOCTUPOBaHUS HACNeACTBEHHbIX 3a60N1EBAHMI 1 BO3MOX-
HOCTeW MX NPOMUNAKTUKM UK NIeYEHUs. dTUYecKas AMneMMa
CTOUT nepes rnobanbHoOM CUCTEMON 06LLECTBEHHOIO 34,paBO-
OXpaHeHWsi B MaHe AOCTUXEHUS CNpaBeAsMBOrO pacnpeaerne-
HUSI PECYPCOB MEXAY HACTOSLMM U BYAyLWMM NMOKONIEHUEM.,
CUTyaums OCIOXHSETC BEPOSTHOCTHBIM CTUNEM MbILUNEHUS
B reHeTMKe, KOrAa WM3-33 HEMOMHOTbl UMEHLLMXCS KOHKPETHBIX
Hay4HbIX (DAaKTOB M 3HaHWI MOAUTUKA NYBJMYHOIO NpeacTasne-
HUS MPo6AEMbl CTPOMUTCS HA MPEANONONKEHUSX U OXMOAHUSX,
YTO Ype3BblYaHO NIMMUTUPYET (OPMUPOBAHME AAPECHOIO
COLMAIbHOTO 3aKa3a M aieKBaTHOro COLMANBHOIO BOCMPUATHS.

B TO Xe BpeMs MOHMMaHWe NPOPbLIBHOrO XapakTepa
FEHETUYECKMX UCCIeA0BaHWUI U HEOBXOAMMOCTb NEepCnekTUB-
HOro OnpefeneHus TeHLEHUMWU Pa3BUTUS HAyKM B HEpaspbIB-
HOM CBA3M C pa3pelleHVeM 3TUYECKUX PUCKOB CMOCOBCTBO-
BaJl0 CUCTEMHON pa3paboTke HOPMATMBHOIMO M 3TUYECKOro
pecypca Ha rnobanbHOM, PErMoHanbHOM WM HALMOHANbHOM
ypoBHsx [10, 14-16, 19-21, 23, 40-43, 45].

Poccus B dopmaTe cBOEro cConMaapHOro ydyactus
B TPAHCHALMOHANbHOW AMCKYCCUMM MO BbIpabOTKE MHULMATUB
3TUYECKOTO OTK/IMKA Ha HayYHO-TEXHUYECKME BbI30BbI MCXOLUT
M3 CNefoBaHUS YHUBEPCA/IbHBIM MoAXoAam B obnactu Tpou-
CTBEHHOTO €OMHCTBA Pa3BUTUS HaykW, €€ HPABCTBEHHOrO
OCMBbIC/IEHUS U CNOCOBHOCTU HPABCTBEHHOTO BOCMPUSTUS Yepes
pecypcbl 06pa30BaHMs U KyNbTypbl. OTOT NyTb O4epyeH GopMa-
TOM COTPYAHUYECTBA C ABTOPUTETHLIMU MEXAYHAPOLHbIMU
CTPYKTYpaMU, Cpeau KOTOPbIX NMPUOPUTETHASA POJib OTBELEHA
IOHECKO, B cuny ueneBoi KOHLEHTPaLUMM BCEX HAa3BaHHbIX
HanpaB/EHWIA B MOBECTKE AEATENbHOCTV AAHHOM OpraHM3aLmu.

CBMAETENbCTBOM CMPaBeLIMBOCTU AAHHOTMO CYXAEHUS
MOXHO CYMTaTb s, BEAYLIMX MEXLYHAapOAHbIX 00s3aTensCTB
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1 rnobanbHbIX AOrOBOPEHHOCTEN, CHOPMYNMPOBAHHLIX B Ce-
aytowmx pokymentax KOHECKO: Bceobuwas peknapaums o re-
HOMe YenoBeka M npaeax yenoseka, 1997; Bceoblas nekna-
paumns o KynbTypHOM pa3Hoobpasuu, 2001; MexayHaponHas
[eknapaums o reHeTM4Yeckmnx AaHHbIx Yyenoseka, 2003; Bceobiuas
Aeknapaums o 6uosTuke v npasax yenoseka, 2005 [40-43].

Mpu 3TOM B KayecTBe MNYCKOBOro MexaHU3Ma conuaap-
HOr0 paccMOTpeHus NpobseM reHeTUYeCcKMX MCCnenoBaHUM
M UX 3TUKO-COLMANBHOrO0 pe3oHaHCa MOXHO paccMaTpuBaThb
MeXAYHApOAHbIM MpoekT «[eHOM uyenoBeka» U €ro WHTe-
rpanbHyl0 4acTb B BuAe nporpammbl «ELS/», npegycmatpu-
BAOLLYIO M3YYEHUE STUYECKUX, HOPMATUBHBIX U COLMANbHbIX
acnektos, 1990 [33].

CospeMeHHble uHUyuamusesi P® e sonpoce noucka smu-
yecko20 6anaHca 8 cgepe MeduyuHckoli 2eHemuku. PaBHo-
NpaBHOE y4acTMe POCCUIACKOM CTOPOHbI B CO34aHUM HA3MCHBIX
YCTaHOBOK M MOAXOA0B Mo npobneme reHoMa YenoBeka onpe-
[envno AManasoH U CTPYKTYpY PeLieHui 1 AeicTBUi B Hanbo-
Jlee aKTyanbHbIX U MAaKCUMaNbHO 3TUYECKM KOHDAMKTHBIX chepax
NPUMEHEHUS TEHETUKM B MefAMUMHE, K KaKOBbIM OTHOCSTCS
penakTMpOBaHME reHoMa YesioBeKka U KNOHUPOBaHMe.

[ns GopMMPOBaHUS LLeNIOCTHOM KOHLENUUU Pa3BUTUS
3TMYECKOro KOMMOHEHTa 3TUX (eHOMeHOB HeobxoauMmo npu-
HATb NPOrpPamMMy MHOFOYPOBHEBOIO U MEXAUCLMUMINHAPHOIO
COMpPOBOXAEHUS OCHOBHbIX HampaeneHui. B uucno npuopwuter-
HbIX 3TUYECKMX WMHULMATUB LeNecoobpasHo BKIOUMTL mocsie-
[0BaTeNbHbIN P aKUEHTOB: NPO(ECCUMOHANBHLIN / KOMMETEHT-
HbIlA; HOPMATWBHbIV  PEryNSTOPHbIN; 3KCNEPTHbIM / KOHTPO/b-
Hbli; 06pa3oBaTe/bHbIl / NPOCBETUTENBCKMIA; COLMONOrMYECKMHA
N AUCKYCCUMOHHbIN / MyBAULMUCTUYECKUN.

Mpu obCyAeHUM 3TUYECKOM cocTaBnstoLei npodec-
CMOHANbHOW [eaTenbHOCTH B cdepe peaakTMpoBaHUs reHoMa
yenoseka HeobXxoOMMO CO BCeM OYEBUAHOCTBbIO YYWUTbIBATb
peanbHOCTb NPAKTUYECKOM annaukaumu. Npu 3TOM Hago KOH-
CTaTMpOBaTh, 4To 60nee 10 TbiC. HACNEACTBEHHbIX 3ab0N1eBaHUI
[LeTEPMUHUPOBAHbI C MyTauMel eaMHUYHBIX FeHoB. MeToau-
yeckn B dopmate npumeHenns CRISPR-Cas9 B TepaneBtu-
Yeckux uensx (TepaneBTMYECKOe pefaKTMPOBAHME TEeHOMa,
TPI) cywecTByeT BO3SMOXHOCTb PELLEHUS, YTO YXKe f0Ka3aHO
nepBbIMU reHeTUYeCk MoaMdULMPOBAHHBIMU NpenapaTtamMu
AN NevyeHus CNUHANLHOW MbllWeYHoM atpodum u cepuei
NpoXoAsWmX B HacTosLee BpeMs nccnenoBaHuii [38].

JTuyeckas COCTaBAAKOLWAS 3TOro Mpouecca, B Nepeyo
ouepefb, AOMKHA 3aKN0YaTbCs B GOPMUPOBAHMU B HayYHOM
cpefe OTBETCTBEHHOCTM 3@ MeAMLMHCKME, COUManbHble
W 3KOMorMyeckue nociencTBus AN HacToswero U byaywmx
MOKONeHWM, 6asupytoLLeincs Ha NepcoHanbHOW OTBETCTBEHHO-
CTW KaX[Or0 YYEHOro 3a KayecTBO / pe3ynbTaT cBoel paboTbl
M COUManbHOM OTBETCTBEHHOCTU HAay4YHOro coobluecTBa 3a 6e30-
MacHOCTb M NPEAOTBPALLEHWNE UANM MUHUMU3ALLMIO BO3MOXHbIX
HEraTMBHbIX NOCNEACTBUM U HEMPEACKA3yeEMbIX PUCKOB.

B sTOoM acnekTe cnepmyeT paccmatpvBaTh rnobanbHyo
U pervoHanbHyo nHuumatuey FOHECKO no upeHtudukauum
3TMYECKMX NPUHLMNOB Hayku [17]. B nnaHe pa3paboTaHHbIx
3TMYECKM 3HAUYMMBbIX KpUTepues 0cobo cneayeT NOAYEPKHYTb
€AMHCTBO HAayYHOM U COLMANbHOM peneBaHTHOCTU MCCIenoBa-
HUS C TapaHTWUsSIMU CNeA0BaHUS YHUBEPCAsIbHbIM 3TUYECKUM
NpUHUMMIAM. ITUYeCKMM 0BOCHOBAHWEM MPOABUMXKEHUSI HOBBIX
6MOTEXHONOMMIM ABNSIETC A0KA3aHHAs HayyHas WM couunanbHast
Lenecoobpa3HoOCTb, BKAOYAKOLWAS NepCnekTUBy reHepaunm
HayYHbIX 3HaHWIM M COBEPLUEHCTBOBAHWE CPenCTB, Heobxoau-
MbIX AN YNyylleHus 340pOBbsl NloAel M 06LWecTBEHHOro
34paBooOXpaHeHus. Jlioboi npuknagHoM GakT 3mxKpeTcs

Ha OTBETCTBEHHOCTM 3a TO, YTOObI MpeanaraemMoe uccneno-
BaHWe OblI0 HAYKOEMKMM U OMMUPANoCb Ha A0CTAaTOYHYHO
npenBapuTenbHyto 6a3y 3HaHui. JomkHa 6biTb 060CHOBaHA
HEBO3MOXHOCTb MOMYYEHUS OXMAAEMbIX PE3Y/bTAaTOB NIH06bLIM
WHBIM CNOCOBOM (OTCYTCTBME alIbTEPHATUBHbIX COMOCTAaBUMbIX
Mep uccnenoBaHus). Kpome Toro, npeanonaraemas v 3asiBneH-
Has HayyHas M couManbHas LEHHOCTb COMOCTaBMMA W/wau
NPEBOCXOAWT CBA3AHHbIE C UCCNEA0BAHMEM PUCKM U Bpems.
MomMrMOo abCcoNtOTHOM LLEEHHOCTU BbILLEYNOMSIHYTbIX KpUTEpPUEB,
Kak nokasateneit KOMNEeTEHTHOCTW UCCIIeN0BaHuS, HE0BX0AMMO
CPOKYCMpOBaTb BHUMAHME HA MX 3HAYMMOCTU NPU NPOBEAEHUM
HE33aBMCMMOIA 3KCMEPTHOW OLIEHKW A/ pa3peLLeHns UccienoBa-
HUSI, €r0 NPe3eHTaLMM U OTYETHOCTM Nepes, OOLLECTBEHHOCTbHO.

Mpu dyHOAMEHTANbHOM aHanu3e OYEeBMAHO, YTO 3TU-
yeckas KOMMETEHTHOCTb 6Ooro cneuuanmcta Moxet 6GbiTb
[LOCTUTHYTa NWWb NOCPEeACTBOM COBEPLUEHCTBOBAHMS 06paso-
BaTeNIbHOM MHULMATMBLI B Chepe BUOITUKMU.

B paMkax CTaHOBNEeHWs AAHHOrO HampaBfeHUs MepBo-
CTeneHHbIM SBNSIETCS CO3[aHME TFapMOHWM3MPOBAHHOW nnaT-
(hopMbl HOPMUPOBAHKMS Y YYEHBIX M MPAKTUKOB 3HAHWUIA U HaBbI-
KOB 3TWYECKOrO MbIWNEHUS U 3TUYECKOr0 CaMOCO3HaHMS.
AKTyanbHOCTb Takoro nogxopa obycnoBneHa Bceobuiei
UCTOPUYECKOW LieNbio LOCTUXKEHUS 3TUYECKOro KoMdopTa
B cdepe 34paBOOXPAHEHUS NyTeM BCECTOPOHHErO Pa3BUTUS
MOpanbHbIX OCHOB JIMYHOCTM Ha OCHOBE YHMBEPCAbHbIX
3TUYecKux ueHHocTel. MyTb K peanusaumMm SaHHOW uenu
HEBO3MOXHO MpPeACTaBUTb BHE COBEPLUEHCTBOBAHMS Mpeno-
[laBaHUs BMO3TUKM U MEAMLMHCKOrO NpaBa B CMCTEME Mpo-
(deccroHanbHoOro MeauUMHCKoro u 6uonornyeckoro obpaso-
BaHus. [lpuMepoM COBpEMEHHOIO MOAX0AA K MPUBMXKEHUIO
MO3UTUBHbIX Pe3ynbTaToB B 061acTW OaHHOM MHMLMATMBBI
MOXET C/TYXKUTb TBOPYECKOE MEXLYHAapOAHOEe COTPYAHMYECTBO
N0 OCMBIC/IEHMIO M BHEAPEeHW0 06pa3oBaTeNbHOM NporpamMmsl
FOHECKO B obnactu 311ku (EEP) [28]. YHMKanbHOe 3HauyeHue
umeet obecneyeHne KBanndUKaLMOHHOIO AOCTYNa K UHTEN-
NeKTyanbHOMY M HPABCTBEHHOMY apCeHany MUPOBOM 3TUYECKOM
MbIC/IM MYTEM CO3L4aHMS GUBIMOTEKM No BMO3TMKE U BCECTo-
POHHEro BHeApeHusl MporpaMM obyyeHus, YTo B HacToslee
BpEMS SIBNSETCS MPUOPUTETHOW Mo3uumei Poccuiickoro komu-
TeTa no 6uostnke npu Komuccum PO no penam HOHECKO.

He npepcraBnsetcs BO3MOXHbIM OCyLLECTBNEHME paboT
B 0011aCTV reHETUYECKUX UCCNIEN0BaHUIA BHE Hanuuus dakTopa
[LOBEPMS CO CTOPOHbI 06LWecTBa, KOTOPOE, B CBOK OYepelb,
HEBO3MOXHO 06ecrneuntb 6e3 0CBeLOMNEHHOCTH, NMOHUMAHUS
W NPUHATUSA TEHETUYECKOM MHbOpPMaLMM NyTEM BOBMIEYEHUS
pa3nuyHbIX CnoeB o6lWecTBa B OTKPbITHIA Ananor. Takas
MHULMATMBA COLMONOrMYECKOM 3TUYECKOM HanpaBneHHOCTH
B HACTOALWAA BpPeMs BK/IOYEHA B NPOeKT TOMCKOro rocyaap-
CTBEHHOTO YHWMBEPCUTETA MO OLIEHKE YPOBHSI FEHETUYECKOM
rPaMOTHOCTM U CcoLManbHOW noTpebHocTu [9].

YKazaHHble Bbllle HanpaBnenus no obpasosaHuto, dop-
MUPOBAHUIO 3TUYECKMX KOMMETEHTHOCTEM, 3TUYECKOM M Couu-
A/IbHOM 3KCMepTM3e MOXXHO pacLeHNBATb Kak 0653aTeNbHbli, HO
OMoCpefoBaHHbIN pecypc obecrneyeHuss 3TUKM pa3paboTok
B chepe reHeTUYeCKMX MUCCNenoBaHMi. HenocpencTBeHHbIN
BKN1aA, B NJIaHe rapaHTuii cobofeHUs 3TUYECKOro CTaHaapTa
NPpUHaONEXNUT 3TU4ECKMM UHMUNMATUBAM HOPMATUBHOIO U pery-
NATOPHOro coaepxaHus. NMoMMMO NpeacTaBNeHHOro Bbile 06-
30pa MeX/AyHapOoLHbIX AOKYMEHTOB B AaHHOM 06nactu, cre-
[lyeT yKa3aTb Ha LEHHOCTb OTBETCTBEHHOCTM PErMOHaNbHOMo
coobuiectBa u yrBepxaeHne B 2007 ropy PekomeHpaumi
MIMA CHI «O6 3TMKO-NpaBOBOM PeryanpoBaHWM M HesonacHo-
CTU FEHETUYECKMX MEOMLMHCKUX TEXHONOTWI B rocyfapCcTBax —
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yyacthukax CHI» [16]. CamocTosiTenbHOro paccMoTpeHus 3a-
CNY>XMBAEeT pa3BUTME COBPEMEHHOro HALMOHANbHOrO 3aKo-
HOLATEeNbCTBA, MEPCNEeKTMBHO MpeacTaBneHHoro B dopmare
ykasa lMNpesugenta PO ot 28.11.2018 N2 680 «O passuTuM
reHeTMYeCcKnx TexHonoruim B PM» M nonoxeHun o cosete
no peanusaumn OefepanbHOM HAYYHO-TEXHUYECKOW Nporpam-
Mbl Pa3BUTUS FeHETUYECKUX TexHonormi Ha 2019-2027 roppl,
B pepakumm ot 02.03.2020 [21, 23].

Mpu 3TOM Heob6xo0AMMO OTMETUTDb, 4To B PD K HacTos-
weMy BpeMeHM He chHOpPMMPOBAHO OTAENbHOrO0 3aKOHOoAa-
TENbHOrO peryanpoBaHMsa MeaMUMHCKOro npumeHenus TPT,
a B CyWeCTBYKLMX 3aKOHAX HET B SIBHOM BuAe MpaBu/,
pernameHTUpYyIoWMX MNpPUMEHEHUE [aHHbIX TexHonorni. Ya-
CTMYHO Haubonee BeposiTHas 061aCTb MEAMUMHCKOrO npume-
HeHuus TPl - pepakTMpoBaHME reHOMa COMATUYECKUX KIeTOK
ex vivo. NMpumeHenne TPl B BuAe NeKapCTBEHHbIX CPeACTB
Ansa MoauduKaumMm reHoma in vivo Unu in utero MoXeT nonagatb
B chepy perynupoBaHus MepepanbHbix 3akoHoB N2 61-03
n N2 86-03: «O6 obpaweHnUn nekapCTBEHHbIX CPeaCcTB»
n «O rocynapcTBEHHOM perynMpoBaHuMM B 061aCTU FeHHO-
WHXEHEePHOM [esaTenbHOCTU» COOTBETCTBEHHO. Kpome Toro,
npumeHenne TPl ¢ uenbio peaakTMpoBaHUS COMATMUYECKUX
KNeToK yenoBeka in vivo u ex vivo B PO Takxe He NpoTuBo-
peunT U 3akoHy N2 323-03 «06 ocHOBax OXpaHbl 340pOBbS
rpaxaaH B Poccuiickon Menepaupm» B €ro HblHELHEN pefak-
umu [14, 15, 20, 21].

Ha mMexayHapoOHOM apeHe MpUOPUTETHO 3KCMepTHoe
mMHeHne HOHECKO o BBeaeHWM BpeMEHHOro MopaTtopus Ha
reHETUYECKOE «PeaaKTMPOBAHWE» 3aPOAbILIEBON JIMHUK Yeno-
Beka. [ofobHOe BMeLaTeNnbCTBO Bbi3biBAET CEPbe3Hble onace-
HUS, 0COBEHHO, B C/ly4Yae ecnu «pefakTMpPOBaHME® YenoBeve-
CKOr0 TeHOMa MOMXET MPUBECTU K HACTEACTBEHHbIM U3MEHEHM-
SIM, KOTOpble MOryT 6bITb NepeaaHbl ByaylWMM NOKONEHUAM,
4TO CTaBMT NOA, Yrpo3y HeOTbeMIEMOE W, CNlef0BaTeNbHO, paB-
HOe [OCTOMHCTBO BCEX NIOAEN, U MOXET BbiTb acCOLMMPOBaHO
Kak BO3BpaT K esreHuke [44]. Mo mMHenuto FOHECKO w BO3,
HeobxoaMMo pa3pabotatb ocobble Mepbl MPefoCTOPOXHOCTU
W NPOBECTU WMPOKY O6LEeCTBEHHYO AMCKYCCUIO ANs onpe-
[leNleHnsi CreLManbHOro pernaMeHTa pefakTMpoBaHUsS reHoMa
YenoBeKa, B XOLEe Yero BO3MOXHO Pa3BUTUE LIEMM HAKOMIEeHUS
HOBBIX AAHHBIX M CTPOUTENBCTBA HOBbIX NpeaCcTaBneHui [44, 45].

OAHO3HAYHO MPU3HAHO, YTO HOBbIM METOL «pefaKTU-
poBaHua» reHoma nog HasBaHuem CRISPR-Cas9 nossonser
y4eHbIM MPOCTO U 3PdEKTUBHO BCTaBASATb, YAANATb U MOMPaB-
nate OHK. 3Ta TexHuKa OTKpbIBAaeT NepCrneKTUBY NleYeHus
WK Jaxe U3NevyeHust onpeneneHHbix 3aboneBaHui, Takux Kak
CeproBUAHO-KNETOYHAs aHEMMSs, MYKOBUCLMAO3 U HEKOTOpble
Buabl paka. OgHako B 2019 roay HayyHbli MUp GyKBanbHO
noTpACNO 3asBNeHUe KuTanckoro npodeccopa X3 Li3aHbKys
0 TOM, 4TO eMy YAanocb MOCTaBWUTb B YENIOBEYECKOM 3MOpPUOHE
MOXM3HEHHBIV FreHeTUYeCckuin b6apbep OT NOTEHLMANbHOrO 3apa-
»eHust BUY. CeHcauMOHHOCTb U BbI3BaHHAsi MOpPasibHas OMno3su-
LIMsl, OIHAKO, He MCKIKOYAIOT, @ CKopee NOoATBEPXKAAT (aKT aK-
TUBHbIX pa3paboTok B AaHHOM 06nacTy, B ToM uncie u B PO [5].

C HpaBCTBEHHbIX NMO3MLMM, YpE3BbIYAMHO 3HAUMMA peak-
ums LlepkoBHO-06LecTBEHHOrO COBETa N0 HMOMeaNLMHCKOM
3TuKe npu MockoBckoi MaTpuapxuu, NpUHSBLIEro COOTBET-
cTytolee 3aseneHne «O COUManbHOM HELOBEPUMU K TEXHO-
IOrMaM pefakTMpOBaHMS reHoMa yenoseka» oT 30.01.2019.
B Ha3BaHHOM [OOKyMeHTe yKa3aHo, 4TO «pedakmuposaHue
3MOPUOHO8 4en08eKka — KpAacHas AUHUS, KOMopy He cmoum
nepecekams. M 30eck peys udem yxe He mosibko 0 be3onacHocmu

U mpazuyeckux nociedcmsusix 015 to0eli npuMeHeHUs aMoparns-
HbIX N0 C80eMy 0CHOBaHUKO mexHonozul. Cmoum ee nepewae-
Hymb, U Mym xe 803HUKAM Me4dmsl U C06/1a3HbI 06 yydieHuu
yenoeeka, 0 MexHo02UYeCKOM U3MEeHeHUU U caMoll cywHocmu
YesI08eKa: BbISIBUM 2eHbl, OMBEMCMBEHHbIE 30 HAWU Jenamesb-
Hble cgolicmea, u bydeM umems mMosepaHMHOCMb K mol unu
UHOU nuwe unu cpede obumaxus, npeodosieeM 803pACMHYH0
dezpadayuto, docmuzHeM 00/120/1emusl, N08bICUM MEHMA/bHbIE
cnocobHocmu. C80600a 4enoseka cMeno peanusyemcs 8 3mux
udesix, Komopsle bbicmpo pacnpocmpaxsomcs 8 obuecmae.
InagHoe: npubnuxarom au 3mu udeu K cnaceHuro uau aubeau
yenogeka? «Bce MHe No380UMeENbLHO, HO HE BCE NONE3HO; BCe
MHe N0380/1UMENbHO, HO HUYMO He Q0IHHO 061a0aMb MHOK0»
(1 Kop. 6:12)» [22].

CnepytowwmM KNYEBBLIM MO 3TUYECKOM HANPSKEHHOCTU
BOCMPUATUS ABNSETCH aKTUMBHO pa3pabaTbiBaemMas Teopus
M METOL0/I0TUSt KNOHUPOBAHUS — CO3AaHMUSI TEHETUYECKMX
KOMWI XMBbIX CylecTB. Tak, AenaeTcs nomnbiTka nepesectu
€CTECTBEHHbIM aKT MOPOXAEHUS YENOBEKA YENI0BEKOM B TEXHO-
NOTUYECKM MPUEMNIEMbIN M LOCTYMNHbIA Npouecc cBoeobpas-
Horo nabopaTtopHoro npou3eoacTea. KnoHMpoBaHMe 0CHOBAHO
Ha COBMELLEHUM 3IEMEHTOB PEMPOAYKTUBHBIX U FEHETUYECKMX
TEXHONOMMI U B CBOEM MHWULMANbHOM NPOTUBOPEYMBOM CYTH
MMEET BbICOKMIA rPafycC 3TUYECKUX AUCKYCCHiA. BeccnopHbiMu
OCHOBAHMSAMM ITUUYECKOTO HEMPUSATUS SBASKOTCS Cieaytolme
ApryMeHTbI «MPOTUBY» KIOHUPOBAHMS, TakMe Kak ys3BUMOCTb
npu CobM0AEeHUM NpaBa M aBTOHOMMS JIMYHOCTH, HepoKasye-
MOCTb TEHETMYECKOW HEenoBTOPUMOCTH, MPOTUBOECTECTBEH-
HOCTb YesIoBEYECKOM MpUpoae, BO3POXKAEHUE eBreHUYeCKnX
Uaen, oxxuaaeMas coumanbHas CTUrMaTU3aums.

YKa3aHHble Bbllle MOpasibHble COMHEHUS OUKTYHT HOP-
MaTUBHYI CAEpPXaHHOCTb. Tak, B P® B 2002 r. 6611 npuHAT
MepepanbHbiii 3akoH N2 54-03 «O BpeMeHHOM 3anpeTe Ha
KNOHMPOBAHUE YenoBeka», C NOCAEAYIOWMMU U3MEHEHNUSMU
n pononHexunsamu B 2010 roay [18]. MpoaneHne BpemMeHHOro
3anpeTa Ha KJIOHMPOBaHWE YenoBeKa 6bl10 3aKOHOAATENbHO
3aKpenneHo BNAOTb A0 BCTYMJEHUS B CUAY HOBOrO dene-
pasbHOro 3aKOHa, KOTOPbIM YCTaHaBAMBaN Obl MOPSALOK UCMONb-
30BaHWs TEXHOMOTMUIA KIIOHMPOBaHMS. B To e BpeMsi JOKYMeHT
2010 ropa BHOCHT M3MeHeHMs B cT. N2 1 3akoHa «O BpeMeHHOM
3anpeTe Ha KNOHMPOBAaHME YENOBEKa», B HOBOM peaakLuu,
He 3anpelas «KJ0HUPOBAHUE OP2aHU3MOB 8 UHbIX UENSX»,
Hanpumep, KNOHUPOBAHUA KIETOK U OPraHW3MOB B HAy4yHO-
MCCNeA0BaTEeNbCKUX LENsSX, KIOHUMPOBAHWM OpraHoB Afs
TpaHcnnantaumm. CywlecTByeT conupapHas 06ecroKoeHHOCTb
MMPOBOI O6LLECTBEHHOCTU MO AAHHOMY BOMPOCY, YTO MPOSIBU-
nocb HaKTOM 3aKOHOLATENIbHOrO MOPATOPUst Ha KIIOHUPOBaHWe
yenoseka B 6onee yem 70 ctpaH Mupa k 2015 ropy.

B 3aknioueHune cnepyeT KOHCTaTUPOBATb, YTO TOJIbKO
KOMM/IEKCHOE MHOTOCErMEHTHOE PEarMpoBaHUE Ha HPaBCTBEH-
Hble BbI30Bbl COBPEMEHHbIX FEHETUYECKUX TEXHOMOMUIA, YUET
MCTOPUYECKOTO OMbITa, YBaXEHME MHOroobpasus v pasHo-
06paszuns XM3HW CNOocobHbI 0becneunTb COLMANbHO NPUEM-
NIEMOE COMPOBOXAEHUE HAYYHbIX LOCTUXEHUI B HACTOSILLEM
W 3awmty Byaywmx nokoneHun. NoaBoas UTOrM NpoBeaeH-
HOrO aHanu3a Mo ONpeaeseHNIo 3HAYEHNS U POSN STUKM, KaK
Kputepmua oueHKN MCTUHHOCTU HaYYHbIX 3HaHWUI Ha npumepe
OCTPO  [OMWMHMPYIOLWMX NPOGNEM MEOULMHCKOM TEHETUKM,
C YOOBNETBOPEHUEM MOXHO MPU3HATb CTabUNBHOCTL KNacCu-
yeckoro ¢yHaameHTa 6anaHca HaykM M HPABCTBEHHOCTH,
B KOTOPOM B/acTBYET BEYHasl UCTMHA O TOM, YTO MeAaMUMHA
KaK OTpacib 4eNOBEYEeCcKOM OesTeNbHOCTM 3aHMMAEeT CcoBep-
WeHHO 0coboe MeCTo MMEHHO MOTOMY, YTO HayKa B Hel cove-
TaEeTCs C LEHHOCTAMM.
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