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MexnyHapoJaHOE U pEerHoHaIbHOE MPABO B 00JIACTH MpaB YEJIOBEKA Mpeyiara-
€T HOPMAaTHUBHYIO OCHOBY JIJISI HCCJIEIOBAHUM, MPOBOJUMBIX C YYACTHUEM YEIIO-
Beka. HecMoTpst Ha TO 4TO LieNIb MPOBEACHUS MEIULIMHCKUX, B TOM YHUCIE U
T€HOMHBIX MCCJIEIOBaHUM, 3aKII0YAETCS B MMOJYYCHUN HOBBIX 3HAHUMW, OHA HU-
KOrJla He JIOJDKHA MPEBAIUPOBATH HAJ MPaBaMU M CBOOOJAMH YelIOBEKa. JTOT
MPUHIIMI MPOXOJUT YEPE3 BCE MEKYHAPOJAHBIE MTPABOBBIE AKThI, KACAIOIIHECS
OMOMEIUITMHCKUX HMCCIEIOBaHUN W reHOMa 4esoBeka. Lledb: aHaimM3 CymliecT-
BYIOIIIMX HOPMATUBHBIX U ATUYECKUX PAMOK MPOBEIAEHUS] T€HOMHBIX HCCIIENI0-
BAHUM Ha MEXKIYHApOAHOM ypOBHE. METOAbI: MUCIOIB30BaHbl IMIIMPUUYECKUE
METO/Ibl: CPaBHEHHE, aHAIN3 M CHHTE3, 0000IIeHNe, ONTMCAHUE; CIICIIHAIbHBIC
METOJIbl: CPABHUTEIILHO-IIPABOBOM, JIOTUYECKUM, CUCTEMHBIA. Pe3ylbTaThl: B
HCCIIEIOBAHUU PACCMOTPEHBI OCHOBHBIE HOPMATHBHBIE M ATUYECKHE PaMKHU
MPOBEJICHUS] TEHOMHBIX MCCIICIOBAHUIA Ha MEKIyHapoaHoM ypoBHe. Chopmy-
JUPOBaHBI OCHOBHBIE TTPUHITUITBHI 3AITUTHI MPAaB M CBOOO/] YeJIOBEKa TP TIPOBE-
JIEHHUM TEHOMHBIX HCCIIEIOBAHUMN, KOTOPBIE 3aKPEIUIEHBI B MEXIYHAPOIHBIX
HOPMAaTHUBHO-TIPABOBBIX U ITUYECKUX AKTaX.

KuroueBble ¢10Ba: TEHOMHbBIE HCCIIEIOBAHUS; 3aIlIMTA IIPAB YEJIOBEKA; MPaBO-
BO€ pEryJMpOBaHUE, HTUYECKUE W TMPABOBBIE HOPMBI; MEXIYHAPOIHO-
IIPaBOBBIC AKTHI; OMOITHKA.

Pemenue yenoBeuecTBa 0 pa3paboTKe M MCIIOJIB30BAaHUM T'€HOMA Yeo-
BEKa BbI3bIBAET MHOXeECTBO Je0aToB. VccinenoBaTenu 00eCOKOEHBI TEM, YTO
HEJOCTAaTOYHBI KOHTPOJIb HAJ| PEJaKTUPOBAHUEM TIE€HOMA YEJIOBEKA MOXKET
IPUBECTH K HACIEICTBEHHON MOAM(UKAIMHN YEJIOBEYECKOIO N'€HOMA B MOIBIT-
Kax U3MEHUTh IHPOKHUH CIIEKTp YeIoBeueckux uepT [8, c. 352]. B To xe Bpems
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OTMEYAIOTCS MOJOKUTENbHbIE 3((EKThl UCIIOIb30BAHUS T€HETUYECKUX TEXHO-
noruii B Mmenuuune. Tak, Hanpumep, A.A. MOXOB OTMEYaeT, 4TO «TreHeTHuYe-
CKHE€ TEXHOJIOTUU MPUOIMKAIOT MOMEHT IepexoJa MEAUIIMHBI Ha MPUHLHUIIBI
MEePCOHATU3UPOBAHHOM, TPETUKTUBHON U IPODUITAKTUICCKON MEAUIINHBI, YTO,
B CBOIO OY€pe/b, CIIOCOOCTBYET CMEHE MOJIETN MEIULMHBI, 00ecreurBarone
pPOCT KadyecTBa U MPOJOJKUTEILHOCTH KU3HU Hacesnenus» [4, c. 217]. TexuHo-
JIOTUSl PEelaKTUPOBAHMSI T€HOMa SMOPHUOHOB TO3BOJUT M30€XaTh HacjeloBa-
HUS CEpbE3HBIX 3a00eBaHmii OT poauTeneii [9, c. 1].

OTKpBITHE HOBBIX TEXHOJOTUN MPHUBOJIUIO OOLIECTBO B BOCTOPT U ITy-
rajgo OJJHOBPEMEHHO, BOT JIUIIb OAUH U3 CLEHAPUEB Pa3BUTHUSA, KOTOPHIN Mpe-
narancs xypHanoMm «Kypeep FOHECKO» B centsiope 1999 roma: «boctos,
CIHA: 1 mrons 2010 r. bapbapa KOpMUT CBOET0 HOBOPOXKIECHHOTO peOeHKa.
"MBI ¢ MyKeM BBIOpaJId €T0 U3 SMOPHOHOB, KOTOPHIE MBI CIIEeJaIH , — paccKa-
3bIBaET OHA JIPYTy. MBI TakkKe M03a00THUIIHCH O TOM, YTOOBI OH HE OKa3ajcs
TOJICTBIM, KaK Mo#1 6paT ToMm, UK 3aBUCUMBIM OT aJIKOTOJIsI, KaK CECTpa MOETO
myxka''» [11, c. 26].

[Iupoxuii pe3oHaHC B MHPOBOM HAy4YHOM COOOIIECTBE BhI3Bajia JIEs-
TEJILHOCTB KUTaickoro gokropa Xe L[3aubkys, kotopsiid B 2018 roxy o0bsBuUII,
YTO OH CO3JaJI MEPBbIX T€HETUYECKU OTPEIAKTUPOBAHHBIX JETEH, OTPENAKTH-
poBaB JIHK cemu >MOpuOHOB, MCHOIB3YEMbIX UIsSl JICUEHUsT OECILIONUS, YTO
MPUBEJIO K POXKACHUIO OJHOU IPyMIbl AEBOYEK-OJIM3HEIIOB ! o ero cnosam,
Takas TEXHOJIOTHUS TIO3BOJUT CO3/JaBaTh JETEH, KOTOPhIE OYIyT YCTOWYMBHI K
BUY-undexnuu. YdeHsle pa3aTudyHBIX HAIMpaBICHUH BO BCEM MHPE OCYIHIN
ero pabory, yka3aB Ha TO, YTO TaKue JACHCTBUS MOKA3BIBAIOT MPEHEOPEIKCHHE
MEXIYHAPOAHBIMU 3THUECKUMU cTaHAapTamMu. CIopsl, pa3ropeBIInecs BOKPYT
ATOrO COOBITHSI, TPUBEIN K TOMY, YTO HEKOTOPHIC YUEHBIC MPU3BIBAIA BBECTU
100aTBHBIM MOPATOPUN HA PEIAKTHPOBAHUE TEHOMA YEJIOBEKA.

[IpoGnemaMu peryiavpoBaHUsT METUIIMHCKUX HCCIICOBAHHUI 3aHUMa-
IOTCSl TAKUE MEXIyHapoaHble opranu3anuu, kak KOHECKO, Becemupnas opra-
Huzaius 3apaBooxpanenusi, Coser EBpornbl, BceMupHas mMeaunuHckas acco-
uuamys u ap. [3, ¢. 7]. KKHECKO u3zydaet sTudyeckue BOPOChl, BOSHUKAIOIIUE
B reHetuke ¢ 1985 roga. Pa3BuTHe reHOMHOM HaykH MPOUCXOIUIIO HACTOJIBKO

! Chinese Scientist Claims to Use Crispr to Make First Genetically Edited Babies // The New
York Times [3nektponnsiii pecype]. URL: https://www.nytimes.com/2018/11/26/health/gene-
editing-babies-chna.html?rref=collection%2Fsectioncollection%2Fasia&action=click&content
Colle-
cion=asia®ion=stream&module=inline&version=latest&contentPlacement=10&pgtype=sectio
nfront (nata o6pamenus: 19.04.2020).
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CTPEMUTENBHO, YTO CIIELMATU3UPOBAHHBIE MEXIYHAPOIHbIE aKThl B ATON cde-
p€ MPUHATHI TOJIBKO K KOHIY XX BeEKa.

B HacTosiee Bpemst MK yHapOAHbIE HOPMAaTUBHO-IIPABOBBIE U ITUYE-
CKHE aKThI 0a3UPYIOTCS Ha MONOKEHHsIX HIOpHOEprcKoro KojeKkca, MpUHITOrO
1947 romy mocne cyaebHOro mpoliecca Haj HAIMCTCKUMHU Bpadamu. Komekc
npencTaBisier co0oit Habop 10 pyKOBOASIINUX MPUHITUIIOB, CPEAN KOTOPBIX Ta-
KM€ BaKHbIE MOJIOKEHHS, Kak 00s3aTeNbHOEe JOOPOBOJIILHOE COTlache MalueH-
Ta Ha y4acCTHE B MCCIIEJIOBAHUSIX, 3aIIUTA UCHBITYEMbIX OT BO3MOXXHOCTHU Ma-
JEUIIero paHeHMs, THBAJIUAHOCTH WM CMEPTH, NPEABAPUTENbHAS OLICHKA CO-
OTHOILICHHUSI CTETICHU PUCKA U TYMaHUTApHOW 3HAUMMOCTU UCCIEIOBaHUMN 2

310poBbe yenoBeyecTBa TPEOyeT MOCTOSIHHOTO HCCIeI0BaHUs, HO UH-
TEpEChl OTACTBHON JTUYHOCTUA HE JOJKHBI OBITh YIIIEMJICHBI HAYYHBIM HHTEpE-
coM. Tak, cornacHo cT. 7 MeXayHapOoaHOTO MaKTa O TPakKAaHCKUX U MOJUTHU-
yeckux npaBax (1966) «Hukto He MoxkeT ObITh 6€3 JOOPOBOIHHOTO COTIACHS
MOABEPTHYT MEAUIIMHCKAM, HAYYHBIM WUJIU UHBIM OTIBITAM»".

BaxxHbIM MeXIyHApOAHBIM 3TUYECKUM AKTOM SIBJISIETCS XEJIbCHHCKAS
Hexnaparust BecemupHoit menunuHCKON opranm3anuu (1964 r.). [exnaparus
SIBJISIETCS] CBOJIOM 3TUUYECKUX MPHUHIIMIIOB MPOBEACHUS MEAUIIMHCKUX HCCIIEI0-
BaHUH C y4yaCTHEM UeJlOBeKa B KaUyeCTBe CyObEKTa, B TOM YHCIIE UCCIIEOBAHUM
OMOJIOTUYECKNX MAaTEpUajOB WM JAHHBIX, JOMYCKAIOMUX HICHTU(DUKAIIUIO
JuIa, OT KOTOPOro OHU ObLIM MoJsiydeHbl. Jleknapanus agpecoBaHa BpadyaMm U
WHBIM JIUI[aM, BOBJICYEHHBIM B MEAUIIMHCKHUE UCCIIEIOBAHUS C YYACTHEM YEJO-
BEeKa. XeNbCUHCKAs JEKJIapalus B3bIBAET K O3THYECKMM W  MOpPAJIbHO-
HPaBCTBEHHBIM KauecTBaM Bpauel U HccleoBaTelield, MPU3bIBas MOIACPKU-
BaTh U OXPaHATH 3/I0POBbE, 01aromnoayyue U rmpana MalueHToB ‘

HecmoTtpst Ha To uT0 XenbCUHKCKas ACKJIapalus He UMEeT 00s13aTelNb-
HOH CHJIbI, OHAa BHOCUT CYIIECTBEHHBIN BKJIAJ B Pa3BUTHE PETYIMPOBAHHUS JIIO-
OBIX MEIMIIMHCKHUX WCCIICIOBAaHMM, B TOM YUCII€ U TeHOMHBIX. [[eknmapanus 06-
JaJaeT HEOCIOPUMBIM aBTOPUTETOM, OPUEHTUPYS BCE UCCIIENOBAHMS HA CTPO-
ro€ COOTBETCTBUE CBOUM IOJIOKEHUSIM.

DTHYECKHE HOPMBI, HE UMes 00S3aTEIbHON CHJIBI, SIBISIOTCS OCHOBOMU
JUTSL TIPUHSTUS. HOPMAaTHBHO-TIPABOBBIX aKTOB B CBOeH cepe. B To Bpems kak

2 Hiopubeprekuii kogexe 1947 rox. // TIpaBa 1 cBOGOB! YeIOBEKa B IICHXHATPUH [DICKTPOH-
HeIii pecypc]. URL: http://www.psychepravo.ru/law/int/ nyurnbergskij-kodeks.htm (zata 06-
pamenus: 10.04.2020).

* MeKIyHApOIHBIA MAKT O TPAXKIAHCKUX M IONHTHYECKHX mpaBax / OpraHusarms 06beIi-
HeHHBIX Hanuii. KoHBeHmuu u cornamenus [Dnexrponusiii pecypc]. URL: https://www.un.
org/ru/documents/decl_conv/conventions/pactpol.shtml (zaTa o6pamenuns: 01.05.2020).

* loctymro no cepuke: http:/rostgmu.ru/wp-content/uploads/2014/12/WMA_Helsinki.pdf.

159


http://www.psychepravo.ru/law/int/
https://www.un/
http://rostgmu.ru/wp-content/uploads/2014/12/WMA_Helsinki.pdf

IIPABOBOE I'OCY/JAPCTBO: meopus u npakmuka

3aKOHBI M1 MOpaJIbHbIE HOPMBI CYJIAT O HOBBIX SIBJICHUSAX, OMOITHKA U3y4aeT UX,
YTOOBI BBISIBUTH ITUYECKUE MPOOJIEMBI, OLICHUTh CBS3aHHBIC C HUMH PUCKU H
BBITO/IbI U MPEAJIOKUTD PEIICHHUs, KOTOPbIE MOTYT BKJIIOYaTh U3MEHEHUE CTaH-
JapTOB, 4YTOOBI MAKCUMHU3UPOBATh BEDKMBaHUE obmiecTsa [12, c. 22].

Tem He MeHee, MO MHEHHUIO HEKOTOPBIX HCCIEIOBaTENel, dTHUYECKUE
HOPMBI XapaKTepU3yIOTCs TEM, YTO UMM 4acTo npeHedperaiot [6, c. 137]. Hpy-
TUMHU CIIOBaMH, dTHKa HYXKJAETCsA B 3aKOHE It oOecrieueHus ero 3 (exTus-
HOCTH, OCOOEHHO KOTJa pedb UAET O YEIIOBEYECKOM TEIe U BCEX €ro KOMIIO-
HeHTax [7, c. 127].

OpHMM U3 OCHOBHBIX PErHOHATBHBIX MEXKIYHAPOJHBIX aKTOB, Kacaro-
HIMXCS TEHOMHBIX HCClIeIOBaHUH, sBisieTcss KOHBEHIIMA O 3a1uTe mnpas U J10C-
TOMHCTBA YEJIOBEKA B CBSI3U C MPUMEHEHUEM JOCTH)KCHUN OMOJOTUM M MEIH-
nuHel KoHBeHIIMSA O mpaBax uenoBeka M OMOMeNULMHE, MpuHATas 4 anpens
1997 roma, u3BectHas Takke kak KoneeHimst OBbeno ® T.B. PoMaHOBCKHIi
npeyiaraeT pa3/ienTh rapaHTUH, 3aKpersieHHble B KoHBeHIuy, Ha 1Be TpyI-
IbI: 00s13aTENIbCTBA TOCYNAPCTB OOECTIEUUTh peau3anuio mnoioxenuid Kon-
BEHIIMHU U NMPABOBBIE MEXAHU3MBbI 3AIIMTHI MPaB yesoBeka [, c. 100].

B Heil 3akpernyieHb! 001IKe TOJI0KEHUS 10 3alUTe IIPaB YeIoBeKa B 00-
JacTH MEAMLMHBI: IPUOPUTET MHTEPECOB U OJjlara OTJEIBHOIO YeloBeKa Haj
WHTEpecaMu O0IeCcTBa WU HAayKH (CT. 2), 00s3aTenbHOe T0OPOBOIBLHOE THCh-
MEHHOE COTJIacHue Tepel MEAUITMHCKAM BMemaTeabcTBOM (cT. 5). ['maBa V mo-
CBSIICHA 3aIIMTE MPaB YEIOBEKA MPU MPOBEIACHUH TIOOBIX HAYYHBIX HCCIIEO-
BaHUN U NpeaycMaTpUBAeT MpPeIBAPUTEILHOE COIJIACOBAHME MPOEKTa HCCIIe-
JIOBAaHWMsI, 3aIUTY MPAB UCHBITYEMBIX IyTeM WX WH(OOPMHUPOBAHHS U TOIyYe-
HUS JOOPOBOJIBHOTO MUCHbMEHHOT'O COTJIACHS.

I'enomy uenoBeka nocesuieHa rasa [V KonBenuuu, cocrosias u3 ye-
ThIpex crareil. B cT. 13 3akpensieH, no HameMy MHEHHUIO, BaKHBIA MPUHIIHII,
COTJIACHO KOTOPOMY BMEIIATEIHCTBO B TCHOM YEJIOBEKA, HAMIPABJICHHOE HA €ro
MOAU(HUKAITIIO, MOXKET OBITh OCYIIECTBICHO JIUIIL B MPOPUIAKTUICCKUX, JTH-
ArHOCTUYECKHX HIIM TEPANCBTHYECKUX IIEJISAX U TOJBKO MPHU YCIOBHH, YTO OHO
HE HamnpaBJeHO Ha M3MEHEHHE I'€HOMa HACJIeAHHKOB JaHHOTO 4YeJoBeKa, 3a-
HIMIIAs TaKUM 00pa3oM MOCHEAYIONIUE MOKOJICHHSI U COXPAHEHHE TeHeTHYe-
CKOT'0 pPa3HOOOpa3us.

Poccust no Hacrosimero BpeMeHH He IpucoenuHuiach Kk KoHBeHIUU.
Kpowme Toro, no 3ameuanuto I1.A. Kanunnuenko u C.B. Kocunkuna, naccus-

% KoHBeHIMs O 3aIuTe IPpaB W IOCTOMHCTBA YCIIOBEKA B CBA3M C NMPUMCHCHHEM JOCTHKCHUI
Ouosnorun u MeauIHb: KOHBEHIINS 0 mpaBax denoBeka u omomenuiHe // Council of Europe
[Onexrponnslii pecypc]. URL: https://rm.coe.int/168007d004 (nara oopamenus: 01.05.2020).
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HOE NOBEJEHUE CTpaH Mo oTHoWEeHNI0 K KonBeHInn OBbe10 CBUIETENBCTBYET
00 OTCYTCTBUU TTIOOAIBHOTO M O0IEEBPONEHCKOro KOHCEHCYCa OTHOCUTEIBHO
MpaBUJI, YCTAHOBJICHHBIX B HeH [2, ¢. 110].

Crnenyronuii HeMaJIOBaKHBIM MEXIYHAPOIHBIN akT — BceoOmas nek-
Japamys 0 TeHOME YeJOoBEeKa M IpaBax uesoBeka, nmpuHsatas 11 HosOps 1997
roga ['enepansHoil koH(pepennuer Opranuzamuu OO0benuHEHHBIX Hammii mo
BOIpocaM o0Opa3oBaHUs, HAYKH U KYJIbTYpPbI ° Jexmapanusi COOEpKUT clie-
JIYIOIIUE OCHOBHBIE Pa3/Ieibl:

— YenmoBeueckoe JOCTOMHCTBO U TEHOM YEJI0BEKa.

— [IpaBa cOOTBETCTBYIOILIUX JIUII.

— UccnenoBanusi, kacatomuecsi renoma yenoBeka. Ctates 10 pasnena,
3aKpeIuIsieT, MOJ0KEHUE O TOM, YTO HUKAKUE MCCIIEIOBAHUS, Kacaroluluecs re-
HOMa YeJIOBEeKa, paBHO KaK M HUKaKHe MPUKIAJHbIE UCCIEIOBAHUS B 3TOH 00-
JaCTH, O0COOCHHO B c(epax OHMOJOTHM, '€HETUKH W MEIUIIMHBI, HE JIOJDKHBI
IPEeBAJIMPOBATh HAJ YBa)KEHHEM IIpaB Ye€IOBEKa, OCHOBHBIX CBOOOJ U YeloBe-
YECKOI'o JOCTOMHCTBA. YKa3aHHOE IMOJIOKEHUE, Ha HaIll B3IJIS, SIBJISETCS Mpsi-
MBIM OTPaXEHHEM 3aKpEIJICHHs] BEPXOBEHCTBA MPaB U CBOOO/] UeloBeKa B OC-
HOBOTIOJIAraloluX MEXKIYHAPOHBIX MPABOBBIX aKTaX O 3alIUTE IPaB YesIOBe-
Ka, TakuX Kak BceoOmas pexiapaiiys npaB 4eloBeKa ’

— Y CII0BUS OCYILIECTBICHUS HAYYHOU e TEIbHOCTH.

— ConmaapHOCTh U MEKIYHAPOIHOE COTPYIHUYECTBO.

— CopeiicTBHE U3JI0)KEHHBIM B Jlekapanuy IpUHLKIIAM.

— OcyiectBienue Jleknapanuu.

CriocoOCTBOBaHHE PACHPOCTPAHEHUIO TMPHUHIIUIOB, HW3JI0KEHHBIX B
Hexnaparuu, Bosnaraetcss Ha MexayHapoaasiii komuter FOHECKO no 6mo-
9TUKE, KOTOPBIA SIBISETCS €IUHCTBEHHBIM HAYYHBIM MEXKIYHAPOJHBIM Opra-
HOM B CBOEH 00acTu.

®enepuxo Maiiop Caparoca, KOTOpbIN ABIsICS ['€HepaIbHBIM JUPEK-
topoMm FOHECKO c 1987 mo 1999 rr. u yuacTBOoBan B pa3paborke BceoOmieit
JIeKJIapallii O TeHOME YeJIOBEKa M IpaBax YeJOBEKa, OTMEYaeT, uTo «/lekna-
pauys CBSI3bIBAE€T T€HOM 4YeJIOBEKAa C JOCTOMHCTBOM YEJIOBEKA, pACCMAaTPUBAET
npaBa JUIl, 3aMHTEPECOBAHHBIX B HUCCIIECOBAHUAX F€HOMA YeJIOBEKa, U MPea0c-

6 Bceobmias geximapariisi 0 TeHOME YeloBeKa W mpaBax desioBeka // Opranuzaius 00beauHeH-
HbIX Haruii. KouBenmnu u cornainenust [ DekTpoHHbIi pecype]. URL: https://www.un.org/ru/
documents/decl_conv/declarations/human_genome.shtml (nata o6pamenus: 02.05.2020).
7 Bceobmias geximapariisi 0 TeHOMe YeloBeKa W mpaBax desioBeka // Opranmuzarus 00beIuHeH-
HbIX Haruii. KouBenmnu u cornaienust [ DekTpoHHbIi pecype]. URL: https://www.un.org/ru/
documents/decl_conv/declarations/human_genome.shtml (gata o6pamienus: 02.05.2020).
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TaBJIICT CIIPABOYHYIO MPABOBYIO 0a3y Kak JUIsl 9THUECKHUX J1e0aTOB, TaK W IS
rapMOHHM3AIIMU 3aKOHA BO BCEM MHpE, CIIOCOOCTBYS TOJE3HBIM pa3padoTKam,
YBOKAIOIIMM YesioBeueckoe JocTouHcTBO» [10, c. 1121].

W3 ananu3a mpuBEIEHHBIX MEXIYHAPOJIHBIX AKTOB MOXKHO BBIJICIHUTH
P OCHOBHBIX MPUHIIUIOB O 3aIUTE MpaB YeJIOBEKA MPU MPOBEICHUH T'€HOM-
HBIX UCCJIEJIOBAHUN:

1. YBaxkeHHe mpaB W JIOCTOMHCTBA YEJIOBEKa, NMPU3HAHUE WX BBICIICH
LEHHOCTBIO0, IPEBATTUPYIONIECH HAa/l UHTEPECAaMU HAYKHU.

2. HepuckpuMuHaus Jt01eH 10 TEHETHYECKUM XapaKTePUCTUKAM.

3. [IpenBapuTenbHas OlEHKAa PUCKOB M TPEUMYIIECTB, CBS3aHHBIX C
BMENIATEILCTBOM B TEHOM YEJIOBEKA.

4. O6s3aTeNnpHOE MOyYSHHE MPEIBAPUTEIBHOTO COTJIACHS TIEpE/T IPOBe-
JIEHWEM WCCIIEOBaHU, JICUCHUS WJIA JUATHOCTUKH, CBI3AHHBIMHU C TEHOMOM.

5. KoH(uneHmmaibHOCTh TeHETHYECKHUX JaHHBIX.

6. OTKPBITOCTH TPU TPOBEACHUU TCHOMHBIX HCCJICIOBAHHN M BBHITE-
KAIOIUKA U3 ATOr0 MPHHIUI 00s3aTeNFHON OIICHKH PEe3yIhbTaTOB UCCIIE0BaA-
HUM Ha COOTBETCTBHE MEXKIYHAPOAHOMY M HAIlMOHAIIBHOMY 3aKOHOAATEIbCT-
BY, @ TAKXKE 3TUUYECKUM HOPMaM.

7. CBoOO1a MpOBeICHNS TEHOMHBIX MCCIICIOBAaHNM, OTpaHUYCHHAs yKa-
3aHHBIMH MPUHIIUIIAMH.

8. OTBETCTBEHHOCTh HAYYHBIX U MEAUIIMHCKUX PAOOTHUKOB.

B mnacrosiiiee Bpemsi Bce CYIIECTBYIOIIME MEXKIYHApPOJIHbIE 3THKO-
MPaBOBbIC 1 HOPMATUBHO-TIPABOBHIE IOKYMEHTHI ITO3BOJISIOT IMOJAPOOHO periia-
MEHTHUPOBATh 3aIUTY MpaB YeJOBEKa MPU MPOBEICHUN I€HOMHBIX HCCIIEI0Ba-
Hul. OJIHaKO HEOOXOJWMOCThH NAaTbHEHIIEr0 COBEPIICHCTBOBAHUS MEXIyHa-
POIHOI HOPMATUBHOM 0a3bl MEAUIIMHCKUX HCCIIEIOBAHUMN C ydacTHEM YelloBe-
Ka HE BbI3bIBAET COMHEHUH.

MOXHO MpennookKHUTh, YTO B OyayiieM, Korjaa 0e30macHOCTh U TOY-
HOCTb TE€XHOJIOTUU PEAKTUPOBAHMS F€HOMA YEJIOBEKA BBIMAET HA APYrou ypo-
BEHb, BO3MOXXHO HM3MEHEHHE CYUIECTBYIOIIMX HOPMATUBHBIX pamMoK. Tak, Ha-
npumep, BceoOmas aexnapamnuss 0 TEeHOME 4YelOBEKa M TpaBaxX YelOBEKa 3a-
KpEIUISieT, YTO HAy4yHbIE HCCIEIOBaHUS T€HOMAa YEJIOBEKa M MPaKTUYECKOe
MPUMEHEHHUE WX PEe3yJIbTAaTOB OTKPHIBAIOT OE3rpaHUYHBIC TEPCIICKTHUBBI IS
YIIYUIIEHUS 30POBbs OTACIbHBIX JIIOJIEH U BCEro YEJIOBEUYECTBA, AaBasi, TAKUM
00pazoM, IPOCTPAHCTBO ISl OYAYIINX HCCIICTOBAHUNA U KOPPEKTUPOBKH MEXK-
JYHApOJTHOTO 3aKOHOJIATENIbCTBA B YKa3aHHOU cdepe. YCTaHOBICHHE CTPOTUX
3alPETOB, HUCKIIOYAIOIIMX MPOBEACHUE HCCIEIOBATEIBCKOU JIESITEIBbHOCTH,
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MOJKET TIOBJICYh 32 COOOH OTCTaBaHHME B Pa3BUTUU MEAUITMHCKOW HAYKH U TEX-
HOJIOTHH, MOSIBJIICHUE «T€HEBOIr0» Ou3Heca [1, ¢. 46].

PenaktupoBanue reHoma Bce €l SBIAETCS HOBOM TEXHOJOTHEH, HO €€
NOTEHIMAIbHBIE TMOCIEACTBUS MPEANOiIaraloT, YTo, KaK TOJBKO OHO MOXET
OBITH YCIICIITHO TPUMEHEHO B MEIUIIMHE, HAM MPHUICTCS MEPECMOTPETh PSJI OC-
HOBHBIX 3TUYECKHUX MPUHIIMIIOB U IOPUIUYECKUX apryMEHTOB, KOTOPbIE pery-
JUPYIOT OMOATUKY W OMOMEIMITMHCKOE 3aKOHOJATEIhCTBO KaK Ha MEXIyHa-
POIHOM, TaK ¥ Ha HAI[MOHAJIHLHOM YpOBHE. B TO ke Bpemsi HEOOXOAMMO yBa-
JKaTh JTOMUHUPYIOIIYIO MOTUTHYSCKYIO U ATHYECKYIO ITO3HUITUIO0 TTPOTHUB MIPOBE-
JIEHUS] HACJEICTBEHHOW MOIU(UKAIMK YeIOBEYECKOr0 TeHOMa, €CIIU MBI XO-
THUM TIOMEIIATh OTJEIHHBIM YUYE€HBIM WM HEOOJBIINM KOMUTETAM MPUHATH 3TO
BAYKHOE peIlEeHUE ISl BCEX HaC.
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International and regional human rights law offers a normative basis for re-
searches conducted with human participation. Despite the fact that the goal
of conducting medical researches, including genomic researches, is to obtain
new knowledge, it should never prevail over human rights and freedoms.
This principle goes through all international legal acts relating to bio-
medical researches and the human genome. Aim: analysis of the existing
regulatory and ethical framework for conducting genomic researches at the
international level. Methods: empirical methods are used: comparison, anal-
ysis and synthesis, generalization, description; special methods: comparative
legal, logical, systemic. Results: the study examines the basic regulatory and
ethical framework for conducting genomic researches at the international
level. The basic principles of the protection of human rights and freedoms
during genomic research are formulated, which are enshrined in international
regulatory and ethical acts.

Key words: genomic researches; protection of human rights; legal regulation;
ethical and legal standards; international legal acts; bioethics.

164


mailto:c.shipova@gmail.com

M 2 (60) 2020

References

1. Demina M.A. Vozdeystviye na genom cheloveka: pravovoy vzglyad (Impact
on the human genome: legal view). Pravo i sovremennyye tekhnologii v medit-
sine : monografiya, otv. red. A.A. Mokhov, O.V. Sushkova. Moscow, RG-
Press, 2019, pp. 44-48.
2. Kalinichenko P.A., Kosilkin S.V. Genomnyye issledovaniya: standarty So-
veta Yevropy i pravovoye regulirovaniye v Rossii (Genomic research: Council
of Europe standards and legal regulation in Russia). Vestnik Universiteta imeni
O.Ye. Kutafina, 2019, No. 4 (56), pp. 108-118.
3. Mezhdunarodnaya zashchita prav cheloveka i gosudarstvennyy suverenitet
(International protection of human rights and state sovereignty), mat. Mezhdu-
narodnoy nauchno-prakticheskoy konferentsii, otv. red. T.A. Soshnikova.
Moscow, 1zd-vo Mosk. gumanit. un-ta, 2015.
4. Mokhov A.A. Geneticheskiye tekhnologii v meditsine i biobezopasnost'
(Genetic technologies in medicine and biosafety). Pravovyye osnovy bioeko-
nomiki i biobezopasnosti, monografiya, otv. red. A.A. Mokhov, O.V. Sushko-
va. Moscow, Prospekt, 2020, pp. 216-223.
5. Romanovskiy G.B. Pravovoye regulirovaniye geneticheskikh issledovaniy v
Rossii i za rubezhom. (Legal regulation of genetic research in Russia and
abroad), Lex Russica, 2016, No. 7 (116), pp. 93-102.
6. Andrés C. Human Subject Research: International and Regional Human
Rights Standards. Health and Human Rights, 2018, Vol. 20, No. 2, pp. 137-148.
7. Arrighi N. Bioethics: Regulatory Framework for Human Stem Cells. Stem
Cells. Elsevier, 2018, pp. 127-153.
8. Geneva Statement on Heritable Human Genome Editing: The Need for
Course Correction, R. Andorno [et al]. Trends in Biotechnology, 2020, Vol. 38,
Is. 4, pp. 351-354.
9. Harper J.C., Schatten G. Are we ready for genome editing in human embryos
for clinical purposes? European Journal of Medical Genetics, 2019, Vol. 62, Is. 8.
10. Mayor F. The Universal Declaration on the Human Genome and Human
Rights. Comptes Rendus Biologies, 2003, Vol. 326, Is. 10-11, pp. 1121-1125.
11. Silver L.M. U.S.: Dream child or nightmare scenario? The UNESCO
Courier, September 1999, pp. 26-27.
12. Stoeklé H.-C., Deleuze J.-F., Vogt G. Society, law, morality and bioethics:
A systemic point of view. Ethics, Medicine and Public Health, 2019, Vol. 10,
pp. 22-26.

Received: 15.05.2020

165



