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NPABOBbIE OCHOBbI TEHHOW TEPANUU:
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AHHOmMayusA. Bcmamee paccmampusaemca npobaema noucka 6as1aHca uHmMepecos 8 ceeme npu-
MeHeHuUA eeHHoli mepanuu. CmpemumesnbHoe passumue HOB8bIX MeOUYUHCKUX mexHosno2ull de-
mepmuHUpyem Heobxo0umocmes peweHuUa buosmu4yeckux npobsem, c8A3aHHbIX C obecneyeHuem
YBAMEHUSA Yenoseyeckoeo 00CMoUHCMBea. [eHHaa mepanus OMHOCUMCA K Cheyuaau3uposaHHoU,
8 MOM YuCsie 8bICOKOMexHOM02u4HOU, MeduyuHcKol nomowiu u npedcmasgndgem coboli CoOBOKyN-
HOCMb 2eHHO-UHMEHEPHbIX (BUOMEXHOM02UYECKUX) U MEOUYUHCKUX Memo0d08, HanpasneHHbsIX Ha
sHeceHuUe usmeHeHul 8 eeHemu4eckuli annapam coMamu4ecKux KNemoK Yes08eKa 8 Uensax neve-
HuA 3a6onesaHull. BMecme ¢ mem K OCHOBHbIM HANPABAEHUAM cospemeHHOU eeHHoU mepanuu
MOMHO OMHecmu He MosbKO HeHacnedyemole MOOUGUKAUUU 2eHOMA, @ UMeHHO pedaKmuposa-
Hue eeHoMa in situ (in vivo) u pedakmuposaHue 2eHOMa COMAMUYECKUX KAemoK in vitro ¢ nocne-
dyroweli mpaHcnaaHmayuel, Ho U Hacsiedyemble MOOUGBUKAYUU 2eHOMA, MO ecmb pedaKmupo-
8aHUE 2eHOMA IMOPUOHG.

PedakmuposaHue e2eHomMa sMBpUOHa nopoxdaem cepbe3Hyro OUCKYCCuto, 00YC108/EHHYI0 3aKO-
HOOamMesbHbIM 3aNPemom Ha BMewamesnbCmMao 8 3apo0biesyro TUHUK YenoseKka. Hecmomps Ha
OaHHbIl 3anpem, npumeHeHue memoda CRISPR/Cas9 cnocobcmeosasio co30aHUK Nepabix 8 Mupe
ntodell ¢ UCKYCCmMBEeHHO U3MeHeHHbIMU 2eHaMU, 8ciedcmaue Ye2o Hay4Hoe coobuecmao npu3ea-
710 88eCMU MOPAMOPUL Ha PEOAKMUPOBAHUE 28HOMA Yes108€eKa 8 KAUHUYecKol npakmuke. Cro-
HUBWAACA cumyayusa obycnosneHa HEOOX0OUMOCMbIO NOUCKA chpaged1u8o2o 6asnaHCa YacmHbIxX
U nybauYHbIX UHMepecos 8 cihepe npumeHeHUA 2eHHoU mepanuu. [1o MHeHU a8mopa, 8 KOHMEK-
cme pedaKmupoB8aHus 2eHOMa 3MbPUOHa NybaAUYHbIL UHMEPEC NPOA_AAemMca 8 pa3sumuu Hay4-
HbIX uccedosaHull, N0380AAULUX 20CyOapcmey He mosbKo c030ame ycaosuAa 014 obecneyeHus
OXPAaHbI 300p0BbA HACENEHUA, YAYHWEHUA YPOBHA €20 HU3HU, HO U yCMaHo8UMb KOHMPOsb Ha0
AIUYHOCMbIO, NOMYYUMb OnNpedesieHHbIE NPEUMyLUecCmaad 8 MexoyHaPOOHbIX OMHOWEHUAX C Opy-
2UMU cysepeHHbIMU 20cydapcmeamu u 0p. Bsudy amozo obecneyeHue cnpasednusozo banaHca
YACMHbIX U NYbAUYHbBIX UHMepPecos NpU NPUMEHEHUU 2eHHOU mepanuu 00XHO OCHOBbIBAMbCA HA
npuHyune npuopumemHol 3awUmel NPAs U UHMePeCco8 0moesbHO20 Yes08eKa.

Knrouessblie cnoea: eeHom, 2eHHAA mepanus, HeHacsedyemole MoOUPUKAUUU eeHoMa, buomeodu-
UYUHCKUe KaemoYHsle npodyKmel, SMOPUOH, Hacnedyemble MOOUBUKaUUU 2eHOMA, pedaKmuposa-
Hue eeHoma, banaHc uHMepecos, Yenosedeckoe docmouHcmaso, CRISPR/Cas9.
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CTBa, HEAONYLWEHMEM HAPYLIEHMA LLEeNOCTHOCTHU
UHAMBUAA U faxe GOPMUPOBAHNEM HOBBIX MOA-
XO[0B K MOHATUIO «4eI0BEK» B OPUANYECKOM Ha-
yKe2. lna uenei peweHna aaHHbIx npobaem no-
cTynmpyeTcs npeobsiagaHme None3Hon CTOPOHbI
Hay4HbIX LLOCTUMKEHWUM, @ TaKKe NOTpebHOCTb B No-
CTOAHHOM aHa/IM3€e BCEX BO3MOMKHbIX MOCNEACTBUIA
015 YenoseyecTsa.

depnepanbHbii 3aKOH OT 21 Hos6pa 2011 r.
Ne 323-d3 «O6 ocHoBax OXpaHbl 340POBbA rPax-
naH B Poccuiickon ®eaepauun»® getanbHo He pe-
rnameHTUpyeT obLecTBEHHbIE OTHOLIEHMWS, BO3-
HMKaoLWMe No NOBOAY OKa3aHUA MeaULUHCKOMN
NOMOLLM, CBA3AHHOM C NPUMEHEHNEM FeHHOM
TepanuMun 1 NnogobHbIX TEXHONOTMIN. BmecTe ¢ Tem
3aKOH OTHOCUT AaHHble MeToAbl K BUAAM creLm-
a/IM3MPOBAHHOM, B TOM YMCNE BbICOKOTEXHONOTMY-
HOW, MeANLMNHCKOMN NMOMOLLA.

B cooTtseTcTBUM CO cT. 34 PepepanbHOro 3a-
KoHa «Ob6 OCHOBax OXpaHbl 340P0BbA FParKAaH
B Poccuiickonn Pepepaunm» cneymannanpoBaH-
HaA MegMLUMHCKAn NOMOLLb OKa3blBAeTCA Bpaya-
MMU-CNeunaancTamm n BrkaoYaeT B ceba npodu-
NIAKTUKY, ANAFHOCTUKY U NeveHne 3abonesaHum
W cocToAHM (B TOM Uncie B nepuog, bepemeH-
HOCTU, POZIOB M MNOCNEPOA0BOI Nepunoa), Tpeby-
IOLLMX MCMONb30BaHMUA CNeLmnansbHbIX MeToa0B
N CNOXKHDBIX MEANLMHCKUX TEXHOOTUI, @ TaKKe
MeaMNLMHCKON peabunmtaymm. BoicokoTexHoo-
rmyeckan meauuMHCKas MOMOLLb, ABAAOWANACA
YyacTblo cneunanm3npoBaHHOW MeaNULMHCKOMN
NMOMOLLM, BKAOYAET B cebsa npmeHeHMe HOBbIX
CNIOXKHbIX U (MNKN) YHUKANbHbBIX METOLOB NIeYEHUA,
a TaK)Ke pecypcoemMKmnx MeToa0B Je4eHUs C Ha-
YYHO [O0Ka3aHHOMN 3P PEeKTUBHOCTbIO, B TOM YnUC/e
KNETOYHbIX TEXHONOTNIM, POBOTU3MPOBAHHOM TEX-
HUKN, NHPOPMALMOHHBIX TEXHONOTUIA U METOL0B
reHHOM WHXXeHepun, pa3paboTaHHbIX Ha OCHOBE
OOCTUNKEHUN MeANLMHCKON HaYKMU U CMEXHbIX OT-
pacnei HayKn N TEXHUKW.

OTHOLWeHMA B cdhepe oxpaHbl 340POBbA YeNo-
BEKA, BO3HMKalOLME NPU OCYLLLECTBAEHUM FTEHHO-
WHXXEHEePHOM AeATeNbHOCTH, perynmpytoTca de-
AepanbHbIM 3aKOHOM OT 5 MtoHA 1996 r. N2 86-P3
«O rocynapcTBEHHOM pPeryiMpoBaHMn B 061actu
FeHHO-UH}KEeHepHOM AeaTeNlbHOCTU»?, cornacHo
CT. 2 KOTOPOTrO NOA reEHHOM UHKEeHepUen NoHMMa-
€TCA COBOKYMHOCTb METOA0B U TEXHO/IOTU, B TOM

nnpaso. 2017. Ne 1. C. 16—22.
3 C3Pd.2011. Ne 48. Cr. 6724.
4 C3Pd.1996. Ne 28. Ct. 3348.
® C3P®.2010. Ne 16. Ct. 1815.

yncne TEXHONOTMUI NOYYEHUA PEKOMOUNHAHTHbIX
PUBOHYKNENHOBbBIX U AE30KCUPUDOOHYKNIENHOBDIX
KMCNOT, NO BblAENEHNIO0 FTeHOB U3 OpraHM3ma, ocy-
LLECTBIEHWNIO MAHUNYAALMM C FeHaMU U BBEAEHUIO
UX B Apyrve opraHmMsmbl. B cBoto ouepesb, reHHas
Tepanus (reHoTepanuaA) eCTb COBOKYNHOCTb FreHHO-
NHXKeHepPHbIX (BMOTEXHOIOTMYECKUX) U MEAULUH-
CKUX MEeToA0B, HanpaB/IEHHbIX HA BHECEHME U3-
MEHEHWI B reHeTUYeCKMI annapaT COMaTUYECKUX
KNETOK YeNoBeKa B LleNAxX ieyeHma 3abonesaHni.

M3 neranbHOro onpeneneHns reHHom Tepanmm
cnefyerT, YTo 3aKoHOZATEe b AOMYCKAET UCKAOUK-
TeNbHO HeHacnegyemble MoandUKaLnm reHoma.
OpHaKo coBpeMeHHble A0CTUMKEHMA B obaacTm
reHOMHbIX UCCNefoBaHNM AeTePMUHUPYET MNo-
CTAaHOBKY AMUCKYCCMOHHOIO, 3TUYECKMN CNOXKHOTO
BOMPOCA O AONYCTUMOCTM Hacieayembix moandu-
Kauuii reHoma (pefakTMpoBaHMe reHoma ambpu-
OHa).

PaccmoTpum OCHOBHblE HanpaBieHWUA coBpe-
MEHHOW reHHOoM Tepanuu.

1. HeHacnegyemble moanduKaumMm reHoma,
a UMEHHO peflakTMpoBaHMe reHoma in situ (in
vivo), perynmpyemble PeaepanbHbIM 3aKOHOM OT
12 anpena 2010 r. Ne 61-d3 «06 obpalleHmn ne-
KapCTBEHHbIX CPeACTB»>.

B cTtaTtbe 4 gaHHoro ®enepasbHOro 3aKoHa
3aKpenJieHbl 4edUHULUN TaKUX NOHATUM, KaK
6UOTEXHONIOTNYECKME IeKapCTBEHHbIE Npena-
paTbl U FreHoTepaneBTUYECKNE NIEKAPCTBEHHbIE
npenapaTbl. TaK, NoA NepBbIMW NMOHMMAIOTCA
NleKapCcTBeHHble NpenapaTtbl, NPON3BOACTBO KO-
TOPbIX OCYLLECTBAAETCA C UCNOIb30BaHNEM BUO-
TEXHONOrMYeCKUX NPOLECCOB U METOA0B (B TOM
yncne AHK-peKOMBUHAHTHOM TEXHO/IOTUMN, TEX-
HONOrNU KOHTPOANPYEMOI IKCMPECCUM TEHOB,
KOOMPYIOLWNX BUONOTNMYECKM aKTUBHbIE Benkn
B NMPOKapPMOTAX U 3YKapmMoTax, BKAOYAA U3MEHEH-
Hble KNeTKM MJIeKoNUTaoLWwmx), rMépmuaomMmHoro
MeToda M MeToAa MOHOKNOHAbHbIX aHTUTEN.
BTopble npeacTaBnAoT cob0l IeKapCTBEHHbIE
npenapaTbl, dapmauesTMyeckan cybcTaHumA Ko-
TOpPbIX ABNAETCA PEKOMOUHAHTHOMN HYK/IEMHOBOW
KNUCNOTOM UKW BKAOYAET B ceba peKOMOUHAHT-
HYO HYK/IEMHOBYIO KMCAOTY, NO3BO/ISIOLLYIO OCY-
WEeCTBAATb PErYAIMPOBAHNE, PENAPALLUIO, 3aMEHY,
[obaBneHne UNu yaaneHme reHeTMYeckon nocne-
[0BaTE/NIbHOCTU.

Cm. nogpobHee: ManeuHa M. H. dopmupoBaHme NMOHATUA «4eN0BEK» B poccuitickom npase // focyaapcTso
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2. HeHacneagyemble moanduKaumMmn reHoma,
a UMEHHO peaaKTUpoBaHWe reHoMa comaTuye-
CKMX KNEeToK in vitro (ex vivo) c nocnegytowei
TpaHcnnaHTaumein®, npaBoBo OCHOBOW KOTOPbIX
cny>Xut ®egepanbHblii 3aKOH oT 23 uioHA 2016 T.
Ne 180-$3 «O 6MoMeagUUNHCKMX KNEeTOYHbIX Npo-
AyKTax»’.

MpeameT NpaBoBOro peryiMpoBaHus atoro Pe-
[AEpPaNbHOro 3aKOHa COCTaBAAIOT:

— BO-MEpPBbIX, OTHOLEHMA, BO3HMKAIOLLNE B CBA-
31 C pa3paboTKon, AOKANHUYECKMMU UCCNeno-
BaHUAMM, KIMHUUYECKUMU UCCIeA0BaHUAMM,
3KCNEePTU30M, roCyapCTBEHHON perncTpaum-
eli, NPOn3BOACTBOM, KOHTPOJIEM Ka4yecTBa,
peanunsaumnei, NpUMeEHEeHUEM, XpaHeHNeMm,
TPaHCNOPTUPOBKOWN, BBO3OM B PoccuincKyto
depepaumio, BbIBO30M M3 Poccuiickon de-
Aepaunn, YHUUTOXKEHNEM BUOMeLULMUHCKNX
KNETOYHbIX NPOAYKTOB, NpeaHa3HaYeHHbIX s
NPodPUNAKTUKM, ANArHOCTUKU U NedeHns 3abo-
JNIeBaHWUI UM COCTOSIHUIM NaUMeHTa, cCoxpaHe-
HUA BepeMeHHOCTN U MeANLMHCKOM peabunu-
TauMm NauueHTa;

— BO-BTOpbIX, OTHOLUEHWS, BO3HUKAtOLLME B CBA-
31 C IOHOPCTBOM BUONOrMYECKOro maTepuana
B LeNiAX NpoM3BoACTBa OBUOMEANLNHCKUX Kne-
TOYHbIX NPOAYKTOB.

[OevicteBue deaepanbHoro 3akoHa «O buomeaun-
LMHCKMX KNETOUYHbIX MPOAYKTax» He pacnpocTpa-
HAETCA Ha OTHOLWWEHMA, BO3HUKatowMe: 1) npu pas-
paboTKe 1 NPOU3BOACTBE IEKAPCTBEHHbIX CPEACTB
N MeAUUNHCKUX U3aenvi; 2) 4OHOPCTBE OpraHoB
M TKaHEeW YeNoBeKa B LeNsax UX TpaHcnaaHTauum
(nepecapkn); 3) AoOHOPCTBE KPOBU N €€ KOMMOHEH-
TOB; 4) UCNONb30BaHMM NOJIOBbIX KNETOK Ye/I0BEKA
B LEeNsAX NpUMeHeHMs BCNoMOraTe/lbHbIX penpo-
AYKTUBHbIX TEXHONOMNIA; 5) obpalleHnn KneTok
M TKaHel YenoBeKa B Hay4yHbiXx 1 obpasoBaTe/ib-
HbIX Lensax. O6o3HaYeHHble OTHOLLEHUA Peryampy-
tOTCA cneunanbHbIMM HOPMATUBHBIMU NPaBOBLIMM
aKTamu.

B cooTBeTCcTBUM CO CT. 2 PefepasibHOroO 3aKo-
Ha «O BUOMEeaUUNHCKUX KNETOUYHbIX NPOAYKTaX»
OMOMEANLIMHCKNI KNETOUYHbIMA NPOAYKT eCTb KOM-
NAEKC, COCTOALLMIN N3 KNETOYHOWN NUHUU (KNeTou-
HbIX IMHWIA) U BCNOMOraTeNbHbIX BeLLecTs MMb6o 13
KNETOYHOM IMHUU (KNETOYHBIX IMHUIA) U BCMNOMO-
raTesibHbIX BELLECTB B COMETaHWUM C NpoLUeaLnMm
rocyaapCcTBEHHYIO PerncTpaLmio IeKapCcTBEHHbIMM

npenapatamu gns MeanuUMHCKOro NpUMeHeHUA,

n (Mnn) dapmaueBTUHECKUMU cybCTaHUUAMM,

BK/IIOYEHHbIMM B rOCYAAPCTBEHHbIN peecTp nekap-

CTBEHHbIX CPEACTB, U (MKN) MEeANLUHCKUMU U3ae-

nvamu. B cBoto oyepeab, KNeToUYHas IMHUA — 3TO

CTaHZAPTU3NMPOBAHHAA NONYAAUMA KNETOK O4HOro

TMMNa C BOCNPOU3BOAMMbIM KNETOYHbIM COCTAaBOM,

noslydyeHHas nyTem U3bATUA U3 OpraHM3Ma Yesno-

BeKa 6MON0OrMYecKkoro matepmnana c nocnenyto-

WMM KYIbTUBMPOBAHWEM KNETOK BHE OpraHM3mMa

yenoBeka.

B ykazaHHOM PenepanbHOM 3aKOHE rOBOPUTCA
0 Tpex Buaax bUoMeaANUUHCKUX KNETOYHbIX NPo-
OYKTOB:

— ayTONOrMYHbIN BUOMEANLMHCKNIM KNETOUHbIN
NPOAYKT, KOTOPbI COAEPKUT B CBOEM COCTaBe
KNETOYHYIO IMHUIO (KNETOYHbIE NIMHWUK), NONY-
YeHHYo U3 BUoIOrMYecKoro maTepuana onpe-
[EeneHHOoro YyesioBekKa, U NpeaHasHadeH gnn
NPUMEHEHMUA STOMY }Ke Ye/I0BEKY;

— QaNJIOreHHbI BUOMEANUMHCKUN KNETOUYHbIN
NPOAYKT, KOTOPbIN COAEPKUT B CBOEM COCTaBE
KNETOYHYIO IMHUIO (KNETOUYHbIE IMHWUK), NONY-
YeHHYI0 13 bMoNorMyeckoro maTepuana onpe-
[eneHHOoro YyesioBekKa, U NpefHasHadyeH gnn
NPUMEHEHUA APYTUM IOASAM;

— KOMBMHMPOBAHHbI BUOMEANLMHCKMI KNeTou-
HbI NPOAYKT, KOTOPbIA COAEPKUT B CBOEM CO-
CTaBe K/NETOYHbIE IMHWUM, MONYYEHHbIE U3 BUO-
JIOTMYECKOro maTepuana HeCKOIbKUX Nltlogen,
W NpeaHasHavyeH Ana NpMMeHeHUs ofiHOMY M3
HUX.

OcyuiecTBneHne geatenbHoOCTM B chepe obpa-
WeHUA BUoOMegULMHCKUX KNEeTOYHbIX MPOAYKTOB
6asnpyeTca Ha TaKUX NPUHLMNAX, KaK: 4obpo-
BOJIbHOCTb 1 6€3B03Me34HOCTb I0HOPCTBA BUo-
JlorMyeckoro maTepuana; cobnoaeHne sBpadyedbHom
TaliHbl U UHOM OXPaHAEMOM 3aKOHOM TalHbl; He-
AONYCTUMOCTb KYNAN-NpoaasKn 61Monormieckoro
maTtepuana; HegonyCTMMOCTb CO34aHUA aIMbpU-
OHa YesioBeKa B Liensx NpoM3BoacTBa buomeam-
LMHCKUX KNETOYHbIX MPOAYKTOB; HEAOMYCTUMOCTb
NCNONb30BaHMA ANA pa3paboTKK, Npon3BoACTBa
U NPUMEHEHMA BUOMEANLIMHCKUX KNETOUYHbIX NPO-
[AYKTOB 6M01I0rMYECKOro matepuana, Nosly4eHHoro
nyTem npepbiBaHUA NpoLecca pa3BuTna ambpuo-
Ha MM NN04A YeN0BEKA MM HapPYLUEHMA TaKoro
npouecca; cobntogeHne TpebosaHnin Guonornye-
CKO 6e30MacHOCTM B LLeNAX 3aLMUTbl 340P0BbA A0-

¢ Cm.noapobHee: fopses A. A., CaskuHa M. B., Meged K. M., bondapes B. 1., MepKynoe B. A., Tapacoe B. B. Pe-
AAKTUPOBaHWE reHOMa U BUMOMeaULMHCKME KIeTOYHbIe NPOAYKTbI: COBPEMEHHOE COCTOAHME, 6e30MacHOCTb
n apdekTnsHocTb // BUONpenapartsl. MpodunakTuka, AmarHoctuka, nedeqHune. 2018. T. 18. Ne 3. C. 140—149.

7 C3P®.2016. N2 26 (u. I). C1. 3849.
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HopoB BMonornyeckoro matepuana, paboTHUKOB,
3aHATbIX Ha NPOM3BOACTBE BUMOMEANLMHCKUX Kne-
TOYHbIX NPOAYKTOB, MEANLMUHCKMX PAaBOTHUKOB,
NaLMeHTOB 1 OKpYXKatoLLeln cpeabl.

B OTHOLWIEHUM paccMmaTpUBaEMOro Hanpasne-
HWA Heobxoanmo obpaTUTb BHUMaHMe Ha cT. 18
KoHBeHUMM O 3awmTe NpaB 1 AOCTOMHCTBA Yeno-
BEKa B CBA3U C NPUMEHEHMEM LOCTUXKEHUI BUo-
NOTVK U MeAUUMHbIS, COracHO KOTOPOIA B caydasx,
KOrga 3aKoH paspellaeT NnpoBeaeHue nccneno-
BaHWM Ha aMbBpMOHax in vitro, 3aKOHOM [A0/1XKHa
ObITb NPeAyCMOTPEHA afeKBATHaA 3aLWMTa IMbPU-
OHOB, MPMUTOM YTO CO3ZaHNE IMBPMOHOB YenoBeKa
B UCCN1e0BATE/IbCKUX Lenax 3anpeLLaeTcs.

B cBA3M C 3TMM MCCNen0BaTENbCKMA UHTEpPEC
cocTaBnfAeT noctaHosneHue Esponeinckoro Cyaa
no npasam YenosekKa ot 27 asrycta 2015 r. «[leno
«MNappunno (Parrillo) npotne Utanumnx»» (3kanoba
Ne 46470/11)°. Tak, 8 2002 r. 3aaBUTeNb U ee co-
KUTeNb y4acTBOBA/IN B NpoLeaype 3KCTpaKop-
NopasibHOro OMJIOAOTBOPEHUA, BCIeACTBUE YEro
6b1M NonyYeHbl NATb SMOPUOHOB, NOABEPTLLNX-
€A KpUOKoHcepBauuun. Benay rubenu coxxkutensa
B8 2003 r. 3aABUTeNIb NPUHANA peLlleHne O nepe-
Aadye aMBPUOHOB A5 NPOBEAEHMS HAYYHbIX UC-
CNefoBaHMM, OTKA3aBLIMCh OT UX MMMNAAHTaALUM.
OpnHaKo 3aABUTE/NIO He pa3peLwmnsiv 3Toro cae-
NaTb, NocKosbKy B 2004 r. B UTanum 6bin NnpuHAT
3akoH Ne 40/2004, 3anpeuatowmin nobble sKc-
NepUMeHTbI HaJ, YeNoBeYeCKMMMU IMBPUOHaMU.
Mo MHeHWIO 3aABUTENSA, 3aMPET Ha Nepesayy sm-
6pPMOHOB, NONYYEHHbIX C MOMOLLbIO BCMOMOTa-
Te/IbHbIX PENPOAYKTUBHbIX TEXHOOMMI, ANA Npo-
BeAEeHUA Hay4yHbIX nccnenoBaHuii (cT. 13 3akoHa
Ne 40/2004) npoTMBOPEUUT NpaBy Ha yBaXeHue
JIMYHOM U3HM (cT. 8 KOHBEHLMM O 3almTe Npas
yenoBeKa 1 OCHOBHbIX cBo60a %), Ha BecnpenaT-
CTBEHHOE NoNb30BaHWe nmyLlectsom (cT. 1 MNpoTo-
Kona Ne 1 K KoHBeHUMK O 3aLuuTe npas YenoBeka

n ocHOBHbIX cBo60oalt), a TakKe HapywaeT ceobo-
Y BbIPAXKEHUA MHEHMUA, BaXKHENLLMM aCMeKTOM
KOTOPOTro ABAAKTCA Hay4yHble UcCAen0BaHUA.

B oTHOWeEHWM NpaBa Ha yBaXeHWe NNYHOM
n3Hn EBponenckuii Cya no npaBam YesnoBekKa
0b6paTnn BHUMAHME Ha CYLLECTBYIOLLYIO MeXay
YKEHLLWHOM, yyacTBOBaBLIE) B Npoueaype 3KC-
TpaKopnopasbHOro oNno0A0TBOPEHUA, N NOAY-
YeHHbIMMK BCEACTBUE 3TOr0 IMOPUOHAMMU CBA3b,
KoTopas 0bycnosieHa Tem, YTo SMBPUOHbI coaep-
AT reHeTUYECKMN MaTepuan AaHHOM KeHLWUHbI
W, Kak cneacTBue, ABNAKTCA COCTaBHOM YacTblo
ee reHeTMYecKoro matepmana n 6Monormyeckomn
naeHTnyHoctn. OTCcloaa BO3MOXKHOCTb 3aABUTENA
NPUHUMaTb pelleHmne o cyabbe cBonx ambprMoHOB
3aTparMBaeT IMYHbIE acMeKTbl e YaCTHOM ¥KU3HM,
a NOTOMY MMEET OTHOLLEHME K ee NpaBy Ha caMo-
onpeaeneHue (§ 158—159 paccmatpmusaemoro
noctaHosneHusa ECMNY). Bmecte ¢ Tem B JaHHOM
c/lyd4ae MmeeT MeCTO KOHKYpPeHUMA Pas/INYyHbIX
WMHTEPECOB: MHTEPECOB roCyAapCcTBa B 3aLMTeE M-
H6PUOHOB, C 04HOI CTOPOHbI, U MHTEPECOB COOTBET-
CTBYIOLLMX UL, B peasn3aummn npasa Ha camoonpe-
aenexHve B popme nepenaym cBoMx smbpmoHoB
AN NPOBEAEHMA HAYYHbIX UCCNeA0BaHUN, C ApY-
roi cTopoHbIl2, MpoaHann3MpoBaB UTaNbAHCKOE
3aKOHOA,aTeNIbCTBO U NMPAKTUKY ero NpUMEHEHMNS,
Esponelickmin Cya no npaBam YenoBeKa npuwen
K BbIBOAY, YTO BAACTU rocy[apcTBa-0TBETYMKA He
BbILLAM 33 Npeaenbl WWMpPOKoi cBoboabl ycmoTpe-
HUA, @ paccmaTpmuBaemMbl 3anpeT «Heobxoanm
B AeMOKpaTUYecKkom obLiecTse» B COOTBETCTBUU
cn. 2 cT. 8 KOHBEHUWM O 3aLLUTe NpaB YesloBeKa
N OCHOBHbIX cBO6OA,

MpuMmeHUTENbHO K NpaBy Ha becnpensTcTBEH-
HOE No/ib30BaHMe MMYLLECTBOM BAacTn Utanum
YTBEpPKAANN, YTO YenoBeYeCKMn SMOPUOH ecTb
CybbEKT npaBa, Tpebytowmii 4OCTOMHOrOo YenoBe-
Ka obpalleHuns, a NOTOMY NPU3HaBaTb ero Bellbio

8 KoHBeHLMSA 0 3aluMTe NPaB Ye/I0BEKa M YeN0BEYECKOro AOCTOMHCTBA B CBA3M C NPUMEHEHNEM AOCTUMKEHUIA
6uonorun n megnumHol: KOHBEHLMA 0 NpaBax Yenoseka n buomeanumHe (ETS Ne 164) (3akntoyeHa B r. OBbe-
8o 4 anpens 1997 r.) // JokymeHT opuumnanbHo He onybamkosaH. CMNC «KoHcyabTaHTMAKOCY.

° TpeueaeHTbl EBponeiickoro Cyaa no npasam yenoseka. 2015. Ne 12 (24).

10 KoHBEHUMA O 3aluMTe NpaBs Yesi0BeKa M OCHOBHbIX cBO6OA (3akntoyeHa B . Pume 4 Hosbpsa 1950 .) // C3 PO.

2001. Ne 2. Cr. 163.

1 Mpotokon N2 1 K KoHBeHL MM O 3aLlMTe NPaB Ye0BeKa M OCHOBHbIX cBo6oa (moanucaH B r. NMapuke 20 mapTa

1952 r.) // C3 P®. 2001. Ne 2. Cr. 163.

12 O6palLaeT Ha cebsa BHMMaHME 3HAYMTENbHOE KOIMYECTBO NPMMEPOB KOHGANKTOB NpaB M MHTEPeCcoB, Noa-
NeXaLnxX paspeLleHnto NocpeacTBOM YCTaHOBAEHMA UX CnpaBeaMBoro 6anaHca, BCTPEYAIOLWMXCA UMEHHO
B 06/1acTU BMO3TUKM, YTO NoATBEPKAAETCA cyaebHOM NpakTnKo. Tak, B § 186 noctaHoB/eHMA EBponenckoro
Cyna no npasam 4yenioBeka ot 26 maa 2011 r. no aeny «P.P. (R.R.) npotus MNonbwun» (3kanoba Ne 27617/04)
(cm.: M36paHHbIe NnocTaHoBneHUs EBponeiickoro Cyaa. MpunoskeHue K «bronneteHto EBponeickoro Cyaa no
npaBam yesnoBeka». Cnedu,. Bbinyck. 2012. N2 2) paccmaTpuBaeTcs BONPOC 0 KOHOAUKTYIOLWMX NpaBax naoaa
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W NpuaaBaTtb eMy 3KOHOMUYECKYIO LLEHHOCTb He-
[onyctMmo. HanpoTtus, 3aaBUTENb NOAArana, vYto
HEeMMNAaHTUPOBAHHbIE SMOPUOHbLI HE CMOTYT pas-
BUTbCA B YenoBeYvyeCcKkme 3apoablln, BBUAY YEro
MX HEBO3MOXHO CYMTATb NHOAbMU; TAKOBbIE Ce-
AyeT paccMaTpuMBaTb B KaYecTBe MMYLLECTBA, Ha
KOTOpoe Yy Hee BO3HMKO NpaBo co6cTBeHHOCTM I3,
PaccmoTpes foBogabl cTopoH, EBponelickuii Cya no
npaBam 4YenoBeKa, MMHYA C/IOXKHOM N NPOTMBOpE-
YMBbIN BOMPOC O MOMEHTE Havyana *KU3HW Yenose-
Ka, pe3toMnpoBas, YTo YesnoBeyeckme sMmOpPUOoHbI
HeAoMNyCTMMO NPUPaBHUBATbL K MmyLlecTsy (§ 215
noctaHosneHus ECNY «eno «Nappunno (Parrillo)
npoTmBs Utannun»»).

Taknm obpasom, EBponeickuit Cyg no npaBam
yesioBeka 06bABUA Kasoby Ha HapylweHue cT. 1
Mpotokona N2 1 K KoHBeHUUM O 3aLLmTe Npas Ye-
JIOBEKa M OCHOBHbIX cBO6OA, HEMpuemnemon ans
PacCMOTPEHUA MO CYLLECTBY M NOCTAHOBW/I, YTO MO
Aeny He 6b110 AONYLEHO HapyLleHus TpeboBaHMIA
cT. 8 KoHBeHUMM O 3aLLmnTe NpaB YenoBEKA M OC-
HOBHbIX cBObOA.

3. Hacneayemble moagnduKaumMm reHoma,
a UMEHHO pefaKTUPOBaHME FeHOMa IMBPUNOHA,
KOTOpble ANLEHbI HOPMATUBHOM OCHOBbI. B cuny
cT. 13 KoHBeHuMM 0 3alLuTe npas 1 4OCTOMHCTBA
yesioBeKa B CBA3M C NPUMEHEHUEM AOCTUKEHUN
6ronorMm n megmunHbl BMeLaTeNbCTBO B FEHOM
YyeNoBEKa, HanpaBAeHHOe Ha ero MmoguduKauuio,
MOXKET BbITb OCYLLLECTBNEHO TO/IbKO B Npodunak-
TUYECKUX, TEPANEBTUYECKUX AN AUNATHOCTMYE-
CKUX LLeNAxX 1 TONIbKO Npu yCI0BMU, 4YTO nogobHoe
BMELLATENLCTBO HE HAMNPABAEHO HA U3SMEHEHME
reHoma Hac/sieIHMKOB JAHHOrO Yenoseka. UHbimu
Cc/l0BaMM, 34eCb YCTAaHOBAEH 3anpeT Ha BMmeLla-
TeNbCTBO B 3apOAbILLEBYIO IMHUIO YENOBEKA.

Kak oTmeyaeTca B Hay4HOMN anuTepaType, HoBble
MeOULMNHCKME TEXHONOTUKN NpeXKae BCero nony-
YaloT pacnpocTpaHeHne B rocygapcTeax c bonee
rTMOKMM 3aKOHOAaTeIbCTBOM, BbICTYMAOLLMNX B Ka-
yecTBe «Hay4HbIx odpdwopos». OTaenbHbIe rocy-
[ApPCTBA M3HAYaJIbHO 3anpeLLatoT NpuMeHeHue

CUCTEM pPefaKTMPOBaHMUA reHOMa YesioBEKa, OA-
HAKO PUCK OKA3aTbCA B YNCNE TEXHONOFMYECKUX
ayTcanepoB npegonpeaensetT USMeHeHue rocy-
[APCTBEHHbIX NOAXOA0B K CTO/Ib CIOXKHOW B 3TU-
YecKoM OTHoOleHun npobnaeme. Tak, B 2015 .
6b11M ONY6AMKOBAHbI Pe3y/bTaTbl UCCeL0BAHUM
KMTaMCKUX y4YeHbIX, NOCBALLEHHbIX peaaKTUpoBa-
HWIO reHOMA YeNoBEeYECKUX SMOPUOHOB METOL0M
CRISPR/Cas9, Bcneactsue yero 8 2016 r. rpynna
OPUTAHCKUX YYEHDbIX NOYYNNA pa3peLlleHne Ha
nposeaeHne NogobHOro poaa nuccieaoBaHuinls,

B Hauane 2019 r. BcemmnpHaa opraHmsaumna
3,0aBOOXPAHEHMUA NMPUHANA pPeLLIEHME O CO3biBE
JKcnepTHOro KomuTeTa No paspaboTke rnobanb-
HbIX CTaHAAPTOB B chepe Haa30pa 3a uccneno-
BaHMAMM MO PeAaKTUPOBAHUIO FTEHOB YeN0BEKa
B Lle/IAX PaCCMOTPEHUE HAYYHbIX, STUYECKMX, CO-
LMaNbHbIX N OPUANYECKUX BbISOBOB, CBA3AHHbIX
C pefaKTMpoBaHMEM reHOB YenioBeka, ansa obec-
neyeHMA Hag/exalleln OLeHKM PUCKA U NOJb3bI.
MoBOAOM NOCNYXKMAO UCCNEA0BAHME KUTANCKOTO
yuyeHoro X3 Li3aHbKyi (He Jiankui), KoTopbliit cno-
cobcTBOBA/ CO34aHMUIO MEPBbIX B MUPeE Atoaen
C UCKYCCTBEHHO M3MeHeHHbimu reHamu. HK
HOBOPOXAEHHbIX AeBOYEK-OAN3HEL0B, 3a4aTbIX
NP1 NOMOLLU SKCTPAKOPNOPaIbHOro ONJ1040TBO-
peHus, 6bI10 USMEHEHO NOCPEACTBOM MeToAa
CRISPR/Cas9 B uenax ¢opmupoBaHua y aete
UMMYHUTETa K BUpYycy BUY, Hocnutenem Kotoporo
ABAANCA Ux oTeu!®. BcaeacTeme aToro HayyHoe co-
0bLwecTBo, B TOM YnC/e YYeHble, BHECLLME CyLle-
CTBEHHbIN BKNag B pa3sutmne CRISPR-TexHoNOrMH,
Nnpu3Baa0 BBECTU MOPATOPUI Ha peaaKkTUpoBa-
HME reHOMa YeN0BEeKA B KIMHMYECKOM NPaKTUKe
Ha NATWUNETHUI nepuog,. MNpu 3Tom Takon 3anpeT
He NoANEXKUT PACNPOCTPAHEHMIO, BO-NEPBbIX, HA
pefakTupoBaHMe reHoma ambpuoHa B nccieno-
BATE/IbCKUX Liensx (Npu ycaoBUK, YTO IMBPUOH He
NOANEXUT NEepPecarkMBaHUIO B MaTKY KEHLUUHbI),
a BO-BTOPbIX, Ha pefaKTMpoBaHMe reHoma B CO-
MaTUYECKMX KNEeTKax YeN0BeKa B LEeNAX Ae4eHunn
3aboneBaHnin’®,

(3mbpuoHa) 1 maTepu, KOTOPbIA B 3aKOHOAATE/IbCTBE BO/bLUIMHCTBA rOCYAapPCTB — Yy4acTHMKOB KOHBEHLMK
0 3alluTe NpaB Ye/I0BEKA M OCHOBHbIX CBOOOA, pa3peLleH B No/b3y bonbliel 4oCTynHOCTU abopTa.

13 Ba)KHO OTMETWTb, YTO TaKOM MOAX0A, HAXOAWUT OTParKeHME B POCCUMICKOM LIMBUAUCTUYECKOM HayKe. CMm., Ha-
npumep: CuHuysiH C. A. ickoBas 3awuTa BelHbIX NPaB B POCCUICKOM U 3apybeskHOM rpasKaaHCKOM npase:
aKTyasnbHble npobaembl. M. : MIHdoTponmk Meaua, 2015. C. 65—66.

14 pebpukos /]. B. PenakTupoBaHune reHoma yYenoseka // BectHuk PFMY. 2016. Ne 3. C. 10 ; Knapton S. British
scientists granted permission to genetically modify human embryos // The Daily Telegraph. 2016. Feb. 1.

5 Mpubbimkos K. BO3 chopmrpoBana aKCNepTHbIN KOMUTET A/19 OLLeHKW NOCNeACTBUI U3SMEHEHUA TEHOB Yesno-
Beka // TACC. 2019. 15 ¢espans. URL: https://tass.ru/obschestvo/6119748 (gata obpauieHus: 1 maa 2019 r.).

1% Eric Lander et al. Adopt a moratorium on heritable genome editing // Nature. 2019. 13 March. URL: https://
www.hature.com/articles/d41586-019-00726-5 (nata obpauieHua: 1 maa 2019 r.) ; LlepbuHa E. Ha penak-
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TEHOM
GENOME

Ba)KHO OTMETUTb, YTO pelleHne o BBese-
HUW MOpPaTOPMA Ha pelaKTUPOBaHME reHoma
yesoBeKa BbI3BaHO PAAOM MPUUYUH BUOITUYe-
CKOro xapakTepa. Mo cnpaBea/IMBOMY MHEHUIO
E. E. BorgaHoBOWM, B Ype3Bbl4aliHO BOIE3HEHHOM’
M CNOXKHOM 0b6a1acTn BMO3TUMKKM Nepen NpaBom
CTOMWT 3a4a4a yperyJimpoBaHnA HPaBCTBEHHbIX
npo6sem, BbI3BaHHbIX Pa3BUTUEM MEAULNHCKOM
HaYKW, aKTUBHO BTOPraloLLEnCs B }KN3Hb YesioBe-
Ka, U, KaK cneacteme, obecneyeHmsa oxpaHbl cybb-
EKTUBHbIX NpaB rpakaaHl’. Kpome Toro, UMeHHO
B 06/1aCTM BUO3TUKM BCTPEYaEeTCA 3HaYNTebHOoe
KO/IMYEeCTBO NPUMEpPOB KOHPINKTOB NpPaB U UH-
Tepecos, NogJiexkalmx paspelleHunio nocpes-
CTBOM yCTaHOBNeHMA nx 6anaHca. KoHKypeHuus
npas M MHTEPEeCcoB 3a4acTylo obycnoBieHa Tem,
YTO HOpPMbI NO3MTUBHOTO NpaBa, obecneymBsato-
LMe NpaBoBYlO CTabUAbHOCTb U Lesiecoobpas-
HOCTb, HEe CNOCObBHbI obecneynTb AOCTUNKEHUE
CnpaBeaIMBOCTU KaK MaBHOM LEeHHOCTU B Npa-
Be; NPW paspelleHnn KOHPIUKTOB NoCcpeacTBOM
npeumylecTseHHoro obecneyeHuns 3awWmMTbl Npas
M MHTEPECOB O4HOM N3 CTOPOH Hanbonee BaXKHbI-
MU ABNAIOTCA 060CHOBAHHOCTb TaKOro NPUOPMU-
TeTa 1 ero 6e3ynpeyHoCcTb C MOPasibHOW TOUYKMU
3peHnals,

Mpu onpeaeneHnn NPaBoBbIX OCHOB NpUme-
HEeHUA reHHOM Tepanun akTya/ibHbIM NpeacTas-
NAeTCcA NOUCK cnpaBeaiMBoro 6anaHca YacTHbIX
M Ny6aUYHbBIX MHTepecoB. O6LWEecTBO U rocyaap-
CTBO 06pasyloT oTAe/IbHblE UHAUBUADI, KaXK bl
N3 KOTOPbIX ABAAET COOOMN «OTAE/IbHYI0, CAMOCTOA-
Te/IbHYIO IMYHOCTb, CO CBOEM 0coboi BHYTPEHHEN
N BHELUHEW }KMU3HblO, CO CBOMMU UHANBUAYAbHbI-
MM MHTEPECAMWN U UHANBUAYANbHBIMUW, HEMOBTO-
PAOLLMMUCA 0COBEHHOCTAMMUY»; C APYrOA CTOPOHbI,
06LecTBO B LLe/IOM MMEEeT CBOM UHTEpeChI, KOTo-
pble «CNAoLWb M PAAOM OKa3blBalOTCA B NPOTUBO-
pPeYMn C MHTepecamm Tex AU APYrux OTAeNbHbIX
WMHAMBUAO0BY, YTO NOPOMKAAET PA3/NUYHbIE «aHTU-
HOMWKN MEXKAY TNYHOCTbIO U 0BLLLECTBOMY» U, KakK
cneacTeMe, BOMPOC O TOM, K MOXKET /11 06L1ecTBo
M rocyaapcTBO BCAKUIM CBOW MHTEpecC CTaBUTb
BbllLEe BCAKOIO MHAMBUAYANbHOIO MHTEPEca UK
e cpean 3TUX Noc/ie4HNX ecTb Takne, KoTopble

Aaxke ANA rocygapcTBa A0NXKHbI MMeTb abcontoT-
HOe U Henpepekaemoe 3HaueHne»,

B KOHTEKCTe peaaKkTMpoBaHUA reHoma ambpuro-
Ha Ny6/IMYHbIV UHTEepeC NPOABNAETCA B Pa3BUTUK
Hay4HbIX UCCNeL0BaHUI, NO3BONAIOWMX rocyaap-
CTBY He TO/IbKO C034aTb YCN10BUA aNa obecnedyeHms
OXPaHbl 340P0BbA HACENEHMS, YAYULLEHNA YPOBHSA
€ro KM3HW, HO 1 YCTaHOBUTb KOHTPO/Ib HaZ, INYHO-
CTblO, MONYYUTb ONpeaeneHHble NPeMmyLLecTsa
B M AYHaPOAHbIX OTHOLIEHUAX C APYITMMMU Cy-
BEPEHHbIMM rocyaapcTBamm M60 BO3MOXKHOCTb
NPUOPUTETHOIO obecrneyeHma MHTEPECOB HEKO-
TOPbIX 3/IUTAPHbIX cOuManbHbIX rpynn. Cneayet
cornacutbea ¢ M. T. PponoBbim, YTO «B YCNOBUAX
«PaCcKON0OTOro MMpa» BCAKAA BO3SMOMKHOCTb U3-
MEHSAIOLLEro BO3AENCTBUA Ha Ye/loBEKa KpaliHe
onacHa», Kak MMHUMYM BBMAY PacnpocTpaHeHuUs
HeoeBreHM4YecKnx naen, a NoTomy usmeHeHue
6M0I0rMYEeCcKo NPUPOAbI YeNI0BEKA BOSMOMXKHO
TO/IbKO «MPU AOCTUNKEHUM COLMANbHOW OAHOPOA-
HOCTU Ye/loBeYEeCTBa», YTO «NO3BOIUT B peLlaTb
B byayuiem npobsiembl ero 6MoNOrMYecKoro co-
BepLueHcTBOBaHMA» 20, Naea HacneaCcTBEHHOCTH
TaNaHTa Y BO3MOXKHOCTU yNy4ylleHUs yesnoseye-
CKOM Npupoabl NOCPeacTBOM Pa3sMHOMKEHUA 0fa-
PEHHbIX Nt0AEl He eAMHOXKAbl 3By4Yana B UCTOPUM
Pa3BMTUA TAKOTO HAYYHOrO HanpPaBAEHUA, KaK re-
HeTWKa noseseHua Yenoseka?l,

MonyyeHne YyenoBe4ecTBOM AOCTyNa K BO3-
MOKHOCTAM PefaKkTUPOBaHMNA reHOMa NepeBoauT
ye/ioBeKa B pa3pAal « MULLIEHU TEXHOHaYKU»: ye-
JIOBEK CTAaHOBMTCA MPOM3BOAHOM OT CBOUX FEHOB,
NPOAYKTOM reHeTUYECKMX TEXHONO0MMIA, MO3BONAID-
WMX U3MEHATb 6ONe3HETBOPHbIE reHbl, Haceaye-
Mble OT 04HOro UM 060oUX poauTenei, 3alLnUTUTb
yesioBeKa OT HEKOTOpPbIX 3a60neBaHUI, yNydLWNTb
CBOWICTBa YesioBeKa (Hanpumep, ToNepaHTHOCTb
K onpeaeneHHoM NuLLe Uamn cpese obutaHusa, pas-
BUTME KOFHUTUBHBIX cnocobHocTei) n ap.22

dunocodckan KoHuenuna buoTexHonoruye-
CKOro KOHCTPYMpPOBaHWSA YenoBeKa nepenaeTa-
€TCA C aHTPOMNONOrMYECKMM PUCKOM, obpaLlas
BHMMAHWE Ha TO, YTO BHeApeHue ntoboi HayyHom
naeun, B TOM yncne B chepe reHHow Tepanum, co-
NPAMKEHO C onpeaeneHnem coLmnanbHbIX YCN0BUIA,

TUPOBaHME reHOMa YesIoBeKa NPeaoKuan Beectn rmobanbHbili mopatopuid // Chrdk. 2019. 14 mapra. URL:
https://chrdk.ru/news/ban-crispr (aata obpalueHuns: 1 maa 2019 r.).

17

ypHan poccuitckoro npaea. 2013. Ne 12. C. 78.
8 Cm.: bo2daHosa E. E. YKas. cou. C. 76, 84.

Cm.: boedaHoea E. E. 3almTa MHTEPECOB rPaXK4aH Npu KOHGAUKTE UX JIMYHBIX HEMMYLLECTBEHHbIX Npas //

¥ Mokposckuli . A. OcHOBHble Npobaembl rpaxkaaHckoro npasa. M. : Ctatyt, 2013. C. 81.
2 UuT. no: Monosa O. B. UccnepoBaHune 3TMYECKUX NPOBAEM reHeTUKM B 0TedecTBEHHOM dunnocodckoit Tpaau-
UMK (K McTopun naev GUOTEXHONOTMYECKOTO KOHCTPYMPOBaHUA Yenoseka) // 3HaHue. MoHumaHue. YmeHue.

2017. Ne 3. C. 25.

2L Cm., Hanpumep: fanbmoH ®. HacneactseHHOCTb TanaHTa. 3aKoHbl 1 nocneactsua M. : Mbicab, 1996. 272 c.
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B KOTOPbIX AaHHOW naee NpeacTouT peasm3oBbl-
BaTbCA. MCKNtoyatoLee pUCcKKU 418 4enoBe4ecKoro
noTeHLUMana reHeTUYeCcKoe KOHCTpynpoBaHue Ye-
JI0BEKa BO3MOXKHO TO/IbKO Ha OcHoBe r1ob6anbHoM
rymaHUCTMYECKOM TpaHchopmaumm obLiecTBeH-
HOro YCTPOWCTBA, rae uenbto nporpecca byayr
yenoBeK 1 ero ueHHocTn?3. Cnpasen/iMBO B 3TOM
OTHOWeEeHUN MHeHue b. J1. ActaypoBa o noTpeb-
HOCTM B CO3aHUM KTaKOW CUCTEMbI OXPaHbl Ha-
CNeACTBEHHOrMO 340P0BbA, B KOTOPOI cobatoae-
HWe MHTepecos obLecTsa He nonupano bbl Npasa
NinyHoCTK, 3ab0Ta 0 340POBbE POAA HE NPOTMBO-
peuunna bbl, a Wa HaBCTpeyy 3aboTe 0 340pOBbE
NHANBUAYyMa»Z4,

B npeambyne Bceobuen geknapauumm o re-
HOMe YeNoBeKa 1 Npasax YenoBeKaZ> noayepKu-
BaeTcA HeobX0AMMOCTb YBaXKeHUsA 4OCTOMHCTBA
YyesIoBEYECKOM IMYHOCTH, PaBHOMPAaBMA U B3aUM-
HOTO YBaXKeHMWA Ntogen, 4To npeanonaraeT Npaso
Kayk40oro YesoBeKa Ha yBaXKeHWe ero AOCTOMHCTBA
M ero nNpas BHe 3aBUCUMOCTM OT €ro reHeTUYEeCKMX
XapaKTepPUCTUK, NPU 3TOM JIMYHOCTb Ye/IOBEKA He
MOXKET CBOANTLCSA K ero reHeTUYEeCKUM XapaKTe-
PUCTMKaM, TPebyeT yBasKeHMA ero yHUKaIbHOCTU
M HenoBTOpPUMOCTHU. B uensax obecneyeHns npu-
OPUTETHOM 3aLUNUTbI NPaB U UHTEPECOB YeoBeKa
3aKpennaneTcs, 4To, BO-MepBbiX, UCCAef0BaHUs, ne-
YyeHune UM ANArHOCTMKa, CBA3aHHble C TeHOMOM
yesloBeKa, MOTyT NPOBOAUTLCA UCKIOYUTENBHO
nocne TuWaTeNbHOM NpeaBapuUTENbHON OLEHKU
CBA3aHHbIX C HUMW NOTEHLMaNbHbIX ONacHoCTel
M NPENMYLLLECTB C Y4ETOM BCEX APYrUX Npeanuca-
HWI, YCTAHOB/IEHHbIX HAaLlMOHaNbHbIM 3aKOHOAA-
TenbCTBOM (CT. 5), a BO-BTOPbIX, HUKaKMe uccneno-
BaHWA, KacaloLmMecs reHoMa Ye/10BeKa, He JO/KHbI
npeBasMpPoBaTb Hag yBaXKeHUEM NpPaB YEe/10BEKa,
OCHOBHbIX cBO60O/, 1 YeNOBEYECKOIrO AOCTONHCTBA
oTAeNbHbIX Ntogen uav rpynn aogen (ct. 10).

AHanorMuHbINn nogxon npeacrasneH B KoH-
BEHLMM O 3alLMTe NpaB U A4OCTOMHCTBA Ye/oBeKa
B CBSI3WN C MPUMEHEHMEM A0CTUXKEHWNI Bronornm
n MmeanumHbl. Tak, B npeambyne NpuUsHaeTca Bax-
HOCTb obecneyeHns OCTOMHCTBA YeNOBEKA, B Ka-
yecTBe Yrpo3bl KOTOPOMY MOXKET CTaTb NPeAOCYAM-
TeNbHOe MUCMNO/Ib30BaHUe BUONOrMU U MeANLMHBI.
Beuay atoro B CT. 1 3aKkpennsaeTca npmMHUMN 3a-

WMTbl JOCTOMHCTBA Ye/I0BEKA U rapaHTUPOBaHMA
Kaxkgomy cobnoaeHma LenocTHOCTU TINYHOCTU
M APYrvX NpaB M OCHOBHbIX CBO60OA, B CBA3M C NpU-
MeHEHNEeM JO0CTUNKEHNI BUONOTUM U MeANLMHBI,
a B CT. 2 NpoBO3r/allaeTca NPUOPUTET UHTEPECOB
n 61ara oTaeNbHOro YeNoBEKa Hag MHTepecamu
obuecTBa 1 Hayku.

AHanus npakTukn EBponeiickoro Cyaa no npa-
BaM Ye/IoBeKa M0O3BO/IAET PE3tOMMPOBATh, YTO MPU
PacCMOTPEHUU CNOMKHbIX BMO3TUYECKMX BOMPOCOB,
CBA3aHHbIX C COBPEMEHHbIM Pa3BUTUEM MeANLM-
Hbl, YY4eTy NOANEKUT HaLMOHa bHan cneundmka,
nbo MMeHHOo rocygapctso obnagaet Tpebyemsbl-
MM 3HaHUSAAMM O CBOEM 0bLecTBe, ero noTpebHo-
CTAX, a NOTOMY OHO B 60/bLUEN CTeNEHU, HEXENN
MeXAYHaPOAHbIX CyA, MOXeT onpeaennTb, Kakoe
npaBoOBOE pery/MpoBaHne oTBevaeT 06LLeCTBEH-
HbIM MHTepecam?2®,

BmecTe ¢ Tem noaxos, pocCMIACKOro 3akoHoaa-
TenA B gaHHoM cdepe He xapaKTepusyetca OTIu-
YnTeNbHBbIMK YepTamu. B cTaTbe 6 DegepanbHOro
3aKoHa «06 ocHOBax OXpaHbl 340P0BbA rpaXkaaH
B Poccuiickoii depepaumumn» packpbiBaeTcsa coaep-
YaHuMe NpuHUMNa NpUopmTeTa MHTEPECOB NaLy-
€HTa Npu OKasaHMNU MeaULUHCKON NOMOLLM, YTO
npegnonaraeT cobaogeHme sSTUYECKUX U MOpaib-
HbIX HOPM, a TaK¥e YBaXKNTe/IbHOro U r'yMaHHOro
OTHOLLIEHWSA CO CTOPOHbI MeAULMHCKNX PaboTHU-
KOB M UHbIX PabOTHUKOB MeAULIMHCKO OpraHu-
3auuun. Kpome Toro, B cuay cT. 5 PegepanbHoro
3aKoHa «O rocyaapCcTBEHHOM peryaMpoBaHunm
B 06/1aCTU reHHO-UH}KEHEPHOW AeATeNbHOCTUY»
reHHas UHeHepus 6asnpyeTca Ha TaKUX NPUHLM-
nax, Kak: 6e3onacHOCTb rpaxgaH 1 OKpyKatoLLei
cpeabl; 6€30NacHOCTb KANMHUYECKUX UCNbITaHUI
MEeTO/l0B reHOAMarHOCTUKU U FeHHOM Tepanuu
(reHOTepanuu) Ha ypoBHE COMATUYECKUX KNETOK;
0bueaoCcTyNHOCTL CBeAeHuiA 0 6e30MacHOCTU reH-
HO-MH}KEeHEepHOM AeATeNbHOCTU U ap.

Takum obpaszom, NpaBo, KMOMUMO OXPaHbl Ye-
JIOBEKa B ero obuiein, pogoBoi CyLHOCTH, B €ro
TUMUYHbIX MHTEpecax, AaeT OXpaHy KOHKPeTHOM
JINYHOCTU BO BceM HoraTcTee ee cBoeobpasHbIX
ocobeHHocTeN... HaboaaeTca ABUMKEHME MO NYTU
OXpaHbl YeNOBEYECKOM IMYHOCTU KaK TaKOBOW BO
BCEl COBOKYMHOCTU ee UHANBUAYANbHbIX UHTE-

22 Cm.: OOuH bB. I. Yenosek Kak 06beKT, noTpebutens U mulleHb TeXxHoHayKu // 3HaHue. MoHnmaHue. YmeHue.

2016. Ne 5. C. 6—7,13—14.
3 Cm. nogpobHee: Monosa O. B. YKas. cou. C. 23—26.

24 Acmaypos b. /1. Mpegucnosue // MonbiHuH B. M. Mama, nana v a. M. : CoseTckaa Poccua, 1967. C. 5.

% Bceoblan Aeknapauma o reHoMe YesioBeKa M npasax YyesnoBeka (MpuHaTa 11 Hoabpa 1997 r. Ha 29-i ceccum
leHepanbHol KoHdepeHumn KOHECKO) // OokymeHT onybankosaH He 6bi. CMNC «KoHcyabTaHTMAKOCY.

% Cm.: noctaHoBneHue Esponeiickoro Cyaa no npasam yenoseka ot 12 anpens 2006 r. no aeny «Crek u gpyrue
(Stec and Others) npotne CoegnHeHHoro Koponesctsa» (anobbl Ne 65731/01 n 65900/01) // BronneteHb
Esponelickoro Cyaa no npasam 4yesioBeka. 2006. Ne 11.
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pecos n ocobeHHocTen»??, Mpun 3ToM npuopuTeT
WHTEPEeCcoB OTAE/IbHOW JIMYHOCTU BOBCE HE UCKIO-
YaeT ycTaHOB/IEHWE cnpaBeganBoro 6anaHca YacT-
HbIX M Ny6ANYHBIX MHTepecoB. Mo 060cHOBaHHO-
My MHeHuto A. @. NMbAHKOBOW, NpMHLMN BanaHca
WHTEPEeCOoB NOAPA3YMEBAET HE TONbKO COpasmep-
HOCTb MpaB., CyllecTBOBaHNE GaKTUYECKMX BO3-
MOKHOCTEN ANA OCYLLECTBAEHUA 3aKOHHbIX UHTe-
pecos, HO M 3aLLUTY NPaB U 3aKOHHbIX MHTEPECOB
cnaboit ctopoHbI28. MHbimK cnosamu, obecneye-
HWe NPUOPUTETHOM 3aLMTbI NPAB U UHTEPECOB Ye-
NOBEKA He TOJ/IbKO He B/IeYeT HapyLueHna 6anaHca
YacCTHbIX U NYH6ANYHBIX MHTEPECOB, 3, HANPOTUB,
cnocobcTBYET ero yCTaHOBNEHUIO.

BmecTe ¢ Tem BbILle060O3HAUYEHHbIN aCNeKT XOTA
W NpeacTaBnsaeTcA Hanbonee BaxKHbIM B KOHTEKCTE
COOTHOLUEHMA YaCTHbIX U NYBAUYHbBIX NHTEPECOB,
O/ZLlHaKo B MOJIHOM Mepe He UcYepnbiBaeT 3aTpa-
rmeaemyto npobnematuky. OTKPbITUE TEXHONOTUU
CRISPR (ot aHrn. Clusters Regularly Interspaced
Short Palindromic Repeats) BHoBb 06ycnoBuio
NOCTaHOBKY Npobaembl NpaBoOBOW 0XpaHbl BUoTex-
HONOrMYecKMx U306peTeHnin. Tak, nonoxeHus Au-
pekTmBbl Ne 98/44/EC EBponeiickoro napiameH-
Ta u Coeta EBponeicKkoro Cotosa «O npaBoBoi
oxpaHe 6MoTexHoNOrMYecknx nsobpeteHnin»2°
HanpaB/ieHbl Ha 3aLlWUTY AOCTOUHCTBA U LLeNOoCT-
HOCTW Ye/I0BEYECKOIO MHAUBMAA, @ NOTOMY Yeno-
BEYECKOE TeJI0 U ero 3/IeMeHTbl B eCTECTBEHHOM
COCTOAHUM He ABAAOTCA NATEHTOCNOCOOHbIMMU,
OZiHaKo n306peTeHna, OCHOBAHHbIE HA 3/IEMEH-
Tax, BblAeNEHHbIX U3 YEIOBEYECKOro Tena, MoryT
6bITb NaTeHTOCNOCOOHbIMK. B aHHOM JupekTnBe
YCTaHaBAMBAETCA NPUMEPHbIV NepeveHb HenaTeH-
TOCNOCOOHbIX N306pPETEHUM, K TAKOBbIM, B 4acT-
HOCTW, OTHOCATCA NPOLECCHI, USMEHSAIOLWME FreHe-
TUYECKYIO MAEHTUYHOCTb YENOBEKA, 3aKAOUYEHHYIO
B €r0 3apoAblLLEeBOM INHUM.

AHanornyHoe NpasuNo 3aKpenneHo B cT. 1349
lparkgaHcKoro Koaekca Poccuinckoit depepa-

umn39, cornacHo KoTopomy He MoryT 6biTb 06b-
€KTamMM NAaTeHTHbIX NPaB cnocobbl MognpUKaLmm
reHeTMYeCKoM Le/IOCTHOCTM KNETOK 3apoblleBoi
JIMHUM YyesioBeKa. BmecTe ¢ Tem He Bce uccneno-
BaTe/M BbIPa3n/IM COrAacme C TaKUM NOAXOA0M.
Tak, no mHeHuto P. HoTTa, AnwweHne naTeHTOCNO-
COBHOCTN MeToA0B, KOTOPble MOTYT MPUHECTH
CYLW,EeCTBEHHYO MO/b3Yy YeoBEYECTBY B YacCTH
M3NeYeHUs 3HaYNTEIbHOTO KO/IMYECTBA Hac/es-
CTBEHHbIX 3a60/1€BaHNiA, NpeacTaBAAeTcs Hedalb-
HOBMAHbIM3L,

O603HaYeHHbI NOAX0A HaLLeN OTPAYKEeHWE U B
npakTnke CoegmnHeHHbIx LUTatoB AMepuKku. Tak,
B 2013 r. BepxoBHbii1 cya, CLUA no geny Myriad32
KOHCTaTMPOBA/l HEBO3MOXKHOCTb NMaTEeHTOBAHMS
4yeNoBEeYECKMX reHOB, HECMOTPA Ha TO YTO 3TO CMo-
cobCTBYET NPUBAEYEHWNIO MHBECTULMIA B UCCeao-
BaHWA, Hanpas/ieHHble Ha 6opbby C HEM3NEeYNMBbI-
MW 3aboneBaHNAMM YenoseKa. MIHbIMK CI0BamM,
KOHOIMKT YaCTHbIX U NYBANYHBIX MHTEPECOB BHOBb
6bIN yperyanposaH NocpesacTBOM YCTaHOBAEHMUA
npuopuTeTa obecneyeHnn OCTOMHCTBA Yel0BeKa.

Taknm o6pasom, U NpaBoBOE PeryampoBaHne
NPUMEHEHWS reHHOM Tepanun B Leiom, 1 obe-
crneyeHue cnpaseanBoro 6anaHca YacTHbIX
M Ny6ANYHBIX MHTEpPecoB B chepe NpUMeHeHUs
reHOMHbIX TEXHO/I0MMIA AOMKHO OCHOBbLIBATLCA HA
NPUHUMNE NPUOPUTETHOM 3aLWMTbI NPaB U UHTe-
pecoB oTaAeNbHOro YesnoBeka. Kak cnpasegnBso
otmeTun U. A. NMOKPOBCKUIA, HegonyleHue npe-
BpaLLLeHUA YeNoBeKa B NPOCToe CPeACTBO A/S
uenen Apyrmx BOSMOXKHO INLWb NPU NPU3HAHUK
MAEeN CaMOLLEHHOCTUN YesIoOBEYECKOM IMYHOCTHU
B KaYecTBe BEPXOBHOM UCTUHbI AR HAWero Hpas-
CTBEHHOrO CO3HaHWSA; 3TUYECKN Be3ynpeyHbim
MOXHO CYMTaTb TO/IbKO TaKOW NpaBonNoOpPALOK,
«B KOTOPOM KarKAbli OTAENbHbIN YenoBek byaet
B PaBHOM Mepe C APYrMMM PacCMaTpMBaTLCA Kak
camouenb, byaeT npM3HaBaTbCA O4MHAKOBOWM ca-
MOLEHHOCTbIo»33,

27 [lokposckuli M. A. OcHoBHble Npobaembl rpaxkaaHckoro npasa. C. 123.

28 Cm.: lMeAHKosa A. @. BanaHc MHTePeCcoB B rpakAaHCKOM npaBe Poccuu 1 ero obecneyeHune B LOrOBOPHbIX OT-
HOLLEeHUsX : aBToped. AMC. ... KaHA,. opua. HayK. EkaTtepmunbypr, 2013. C. 10.

» Nupektnea Ne 98/44/EC Esponeiickoro napnameHta u Coseta Esponeickoro Cotosza «O npaBoBoi oxpaHe
B6uoTexHonormyecknx nsobpeteHuin» (NpuHaATa B . Bptoccene 7 niona 1998 r.) // JOKYMEHT Ha pyCCKOM A3blKe

ony6aunkoBaH He 6bin. CMNC «TAPAHT».

30 TpaxkgaHckuii KogeKe Poccuiickon ®eaepaumm (dactb IV) ot 18 gekabpa 2006 r. Ne 230-®3 // C3 Pd. 2006.

Ne 52 (1 u.). CT. 5496.

31 Nott R. «You Did It»: The European Biotechnology Directive At Last // European Intellectual Property Review.

1998. Vol. 20. Ne 9. P. 349.

32 Association for Molecular Pathology v. Myriad Genetics, Inc. // 569 U.S. 576 (2013).
3 MokposcKuli U. A. IT4ecKme npeanocbliku cBobogHOro cTpos. Jlekums, YnTaHHasA Ha Kypcax A4/14 NoAroTOBKU
HApPOAHbIX NeKTopoB B MOCK. KOM. UHcT. M., 1917. C. 12—13.
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GENE THERAPY LEGAL FRAMEWORK: IN SEARCH OF BALANCE OF INTERESTS3#

KSENOFONTOVA Daria Sergeevna, PhD in Law, Senior Lecturer of the Department of Civil Law of the
Kutafin Moscow State Law University (MSAL)

dsksenofontova@mesal.ru

125993, Russia, Moscow, ul. Sadovaya-Kudrinskaya, d. 9

Abstract. The paper deals with the problem of finding a balance of interests in the light of the use of gene therapy.
The rapid development of new medical technologies determines the need to solve bioethical problems related
to ensuring respect for human dignity. Gene therapy refers to specialized, including high-tech, medical care and
is a set of genetic engineering (biotechnological) and medical methods aimed at making changes in the genetic
apparatus of human somatic cells for the treatment of diseases. At the same time, the main directions of modern
gene therapy can be attributed not only to untraceable genome modifications, namely genome editing in situ (in
vivo) and genome editing of somatic cells in vitro with subsequent transplantation, but also inherited genome
modifications, i.e. editing of the embryo genome.

34 The study is carried out with the financial support of Russian Foundation for Basic Research in the framework
of the scientific project Ne 18-29-14014 MK «The Concept of Civil Protection of Citizens’ Rights when Using
Genomic Technologies.»
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Editing of the embryo genome gives rise to a serious discussion, due to the legislative ban on interference in the
human embryonic line. Despite this ban, the use of CRISPR/Cas9 has contributed to the creation of the world’s
first people with artificially altered genes, resulting in the scientific community called for a moratorium on the
editing of the human genome in clinical practice. The current situation is due to the need to find a fair balance
of private and public interests in the field of gene therapy. According to the author, in the context of the embryo
genome editing public interest is manifested in the development of scientific research. This allows the state not
only to create the conditions for ensuring the protection of the population health, improve the level of their life,
but also to establish control over the person, to obtain certain advantages in international relations with other
sovereign states. In view of this, ensuring a fair balance between private and public interests in the application of
gene therapy should be based on the principle of priority protection of the rights and interests of the individual.

Keywords: genome, gene therapy, non-inherited modifications of the genome, biomedical cellular products,
embryo inherited modifications of the genome, edit the genome, balance of interests, human dignity, CRISPR/Cas9.
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