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B npowealem 2024 rony B M3aatenbCTBe
«PycaiiHe» BbIWAW yuebHble Nocobus, Noaro-
TOB/IEHHblE COTPYAHMKamu HayuHo-o6paso-

T BaTE/IbHOTO LeHTpa NpaBoBOro 0becneyeH s
LB.Nowomapesa, M.B. Hekoretesa B1O3KOHOMMKM U FEHETUUECKIX TEXHONOT A
MOCKOBCKOrO  FOCYAapCTBEHHOMO  topUaMYe-
MPABO BUOTEXHOMOTiA: ckoro yHueepcuteta umenn O.E. KytaduHa
MEXAYHAPOZIHO-NPABOBO/! (MF1OA)
ACNEKT
YueGroe nocobue

MNoHomapesa, [1.B., HekoteHeBa, M.B. (2024).
Tlod pedaruuet .. Mowomapesodi MpaBo 6MOTEXHONOTMIA: MEXAYHAPOAHO-
npaBoBoii acnekT: yue6Hoe nocobue.

sci MockBa: PycaiiHc.
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Bubnnoteka HayuHo-o6pa3zoBaTenbHOro LeHTpa npasa v 6UO3TUKN
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npuopuUTeT2030"

npaso anR nuAepcTEa

J1.B. Nowomapesa

3ANPET FEHETMYECKOM
AUCKPUMUHALIAN

B MEXYHAPOJHOM

1 3APYBEXHOM NPABE

Yuebroe nocobue

scCi

MNMoHomapesa, [1.B. (2024).

3anpet reHeTUYeCcKom AMCKPUMMHALMUM

B M@X/JYHapOAHOM U1 3apyBexXHOM npase:
yuebHoe nocobue. Mocksa: PycaiiHc.

CTapWwumn  Hay4YHbIMKM  COTPYAHMKAMM
HOL, npaBoBoro obecrneueHns 6GUO3KOHO-
MWKW W FeHETUYECKMX TEXHONOTNI YHUBeEp-
cuteta umenn O.E. KytaduHa (MIHOA) noa-
roToB/EHbl yyebHble MOCO6MS, MOCBALLEHHbIE
Havbonee akTyanbHbiM Mpobnemam passu-
TS NPaBOBOrO PEryanpoBaHnWa B 06n1acTy
B6UOTEXHONOTNIA U MHHOBALIWIA B Chepe 3apa-
BOOXpaHeHWs: LMdpoBM3aLmMsg MeANLUHCKON
0eaTenbHOCTN,  MCMONb30BaHME  TeHeTuye-
CKOM MHGOPMAaLUK N PUCKM ANCKPUMUHALNM,
a Takxe 1CNoNb30BaHME HOBEWLLNX TEXHONO-
Wi B KOHTEKCTE B1O3KOHOMMKMN.

B yue6bHOM nocobumn «Mpaso 6uotexHo-
NOTUIA: MeXAYHapOoAHO-NPaBOBOW acneKkT»
paCcCMOTPEeHbl OCHOBOMOAAratol e noHaTus,
KaTeropmun, npaBuna, WUCTOYHWKMK, MoOCpes-
CTBOM KOTOPbIX B MEX/yHapoAHOM U MHTe-
rpaLMOHHOM MpaBe peryanpytTcs MnpaBo-
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NPUOPUTET2030"

AMAEPAMM CTAMOBATCA

JLB. Monomapesa, M.B. Hekorernesa
AB. Kybouwrmn

O0CHOBbI NMPABOBOIO
PETYNINPOBAHUA NIEKTPOHHOIO
3/IPABOOXPAHEHWA: TEOPUA

W MPAKTUKA

scCi

MNoHomapesa, 1.B., HekoteHeBa, M.B.,
Ky6biwkuH A.B. (2024).

OCHOBbI NPaBOBOIO pery1MpoBaHus
3N1E€KTPOHHOIO 3/,paBOOXPaHEHMS:
Teopus 1 NpakTuKa: yue6Hoe nocobue.
Mocksa: PycaiHc.

Bble OTHOLIEHMS, CBA3AHHbBIE C NPUMEHEHUEM
BUOTEXHONOTU.

Kak cnpaeeniMBo oTMevyaeT psj  aBTo-
pOB, B OCHOBOMO/ATAKWMX aKkTax O npasBax
uefnoBeka 6eper CBOe Hayano MpaBoBOe
PETYIMPOBAHNE TEHOMHbIX UCCAeA0BaAHNIA
VI BHEAPEHME B XU3Hb UX pe3ynstatos. Cpeau
OCHOBOMONArAKLMX MEXAYHAPOAHbIX AKTOB,
cofepxXaliyx MONOXEHWS, HanpapAeHHble
Ha 3aLWUTY OCHOBHbIX MpaB 1 cBO6O uenose-
Ka, OTCYTCTBYIOT HOPMbI, HENOCPEACTBEHHO
HanpasfeHHble Ha peryimpoBaHvie 6Buotex-
HOMOTUI, BK/IOUASA TEHETUUECKME TEXHONOTUN.

B ycnoBuax «npobenbHoCTUy, Cropaany-
HOCTW HOPMATWUBHO-MPABOBOIO  PEryanpo-
BaHMA Ha HaLUMOHANLHOM YPOBHE BO3HMKa-
eT 06beKTUBHAA HEOOXOAMMOCTb U3yUYeHUs
onbiTa MeXAYHaPOAHbLIX OpraHu3auunii rmo-
6aNbHOrO U PervoHanbHOro  xapakrepa.



Bubnaunoteka HayuHo-o6pasoBarenbHOro LeHTpa npasa v 6Mo3TUKM

Nccneposanve v aHanM3 nepefoBOro Mu-
POBOrO OMbiTa MO3BOAAT Hanbonee sdpdek-
TUBHbIM 06pa3om obecneunts passuTme
COOTBETCTBYHOLLEro 3aKkoHoaaTensCTBa B Poc
cuiickon ®Pepepalnu, YTo NpeacTaBaAseTcs
CeroAHs K4eBon 3aaayen.

Mpeanaraemoe yuebHoe nocobue akleH-
TMPYeT BHMMaHWe Ha OCHOBOMONAratoLLmx
NOHATMAX, KaTeropmsax, npaewaax, WCTOY-
HMKaX, NOCPeACTBOM KOTOPbIX B MeEXAyHa-
POAHOM W MHTErpaLMoHHOM MpaBe peryiu-
PYIOTCS MpaBOBble OTHOWEHWS, CBS3aHHbIE
C NpuYMeHeHnem GuoTexHonorui. B pabote
NPOUANIOCTPUPOBAHbI  MeXAyHapOoAHO-Npa-
BOBble acneKkTbl Pas3BUTUS W MPUMEHEHWS
OUOTEXHONOTUI B pas/MUHbIX cdepax: re-
HeTMKa yenopeka, MPOMbILINEHHOCTb, Ceflb-
CKOE XO35MCTBO. ABTOPbI CUCTEMATU3UPYIOT
OCHOBHblE MOAXO/AbI, CAOXMBLIMECS HaA [NO-
6a/bHOM 1 PErMoHaNbHOM YPOBHAX, NpUMe-
HUTENbHO K BAUSIHMIO NPOLLECCOB LMGPOBY-
3aUMM Ha pa3BUTHE BUOTEXHONOTWI, @ TakXKe
CUHeprnn npapa BUOTEXHONOTUI U BUOITU-
K. Kpome Toro, B yuebHoOM nocobun npea-
CTaBMeH aHa/u3 OTAeNbHbIX, Hanbonee akTy-
a/IbHbIX NPO6/IeM peryimpoBaHus NpaBoBbIX
OTHOLIEHW B chepe NpuUMeHeHus 6GuoTex-
HOMOTNIA: MpaBOBble ACMeKTbl MPUMEHeHMUs
6UOTEXHONOTWIA B 06/1aCTW TPAHCAALMOHHOW
MeAVLMHBI, MPOBAEMbI 3aALLMUTbI NMPaB UHTEN-
NEKTYaNbHON COBCTBEHHOCTU, MEXAYHAPOL-
HO-NpaBoBas MNpobaemMaTuka CoxpaHeHus
n obpalleHus 6Guonoruyeckux (bnopecypc
HbIX) KOANEKLUMNA 1 T.4.

YuebHoe mnocobue «3anpeT reHeTuye-
CKOW AUCKPUMMUHALUU B MEXAYHAapOAHOM
1 3apy6eXKHOM NpaBe» 3HaKOMUT unTaTenen
C NOHSATUEM TEHETUUYECKON ANCKPUMMUHALLMN
Kak 3TMYeCcKOM ¥ NpaBOBOW KaTeropuu, 3go-
NtoUMEN NpaBOBOrO PeryimpoBaHus nNpoTu-
BOJENCTBMA reHeTNUYEeCKON ANCKPUMMHALMK,
oTpaxxeHnem NpobaemMaTukn reHeTnuecKon

Library of the Center for Law and Bioethics

AVCKPUMMHAUMM B MEXAYHAPOAHOM Mpa-
Be. aes nNpoTMBOAENCTBUS TEHETUYECKOW
LVCKPUMUWHALMK CTana W3BECTHOW BCKOpe
nocsie OKOH4YaHust BTOpoin MUpPOBOW BOWMHbI,
B 1947 rofy, Koraa 6bi1 pazpaboTaH v NpuHAaT
HiopH6eprckuii kogekc. C Tex nop BO3HUKAN
HOBble MPOBAEMbI MPOTUBOAENCTBUS FEHETH-
Yeckon AMCKPUMMHALNMKM, KOTOPblE CBA3AHbI
NPEUMYLLECTBEHHO C OBMEHOM reHeTuue-
CKOW MHbOpMaLMe C TEHOMHbIMK BUOBaH-
Kammn 1 pa3BUTMEM HOBbIX METOAOB 1eYeHMs
reHeTUYeckmnx 3aboneBaHun.

feHeTnyeckas AUCKpUMMUHALNS B MOCOBUM
paccMaTpuBaeTCs Kak pa3HOBUAHOCTb AUC
KPUMUHALMOHHbBIX MNpPakTWK, XapaKTepusyto-
wmxcs AnddepeHuUnpoBaHHbIM OTHOLWEHKEM
K YesI0BeKyY Mo NpUYMHE TOTO, YTO OH MU OHa
MNMEIT MU BOCTIPUHMMAIOTCS KaK UMetoLLne
BbI3bIBAOLLLME MW NOBbIWAIOWLNE PUCK PA3BU-
TVa 3aboneBaHnin. TeHeTnueckas AMCKPUMU-
HallMs MOXET paccmaTtpuBathcsd Kak popma
NpeLB3aTOCTU, OCHOBAHHAS Ha HaCneACTBEH-
HbIX XapaKTepmuCcT1Kax YeaoBeka, a He Ha ero
JMYHBIX  KayecTeax, BKIKOYAS NPUHALNEX-
HOCTb K OMpefeneHHON pace. YTOYHeHHoe
onpefeneHne reHeTuyeckon AUCKpUMMHA-
UMY anennnpyeT K HeraTuBHOMY 0bpalleHmio
He B pesy/bTaTe GU3nNUEeCcKoro NpossaeHus 6o-
NE3HN UV MHBAMAHOCTU, & UCKITHOYNTENBHO
no NpUYMHEe reHeTUYEeCcKoro cocTaBa Yenose-
Ka. B ocHOBE reHeTnyeckon ANCKprMmnHaumnm
NEXUT MOHATME O TeHETUYECKOW Npesonpese-
NEeHHOCTW (AeTepMUHM3ME) W MepBOCTEMNeH-
HOW 3HAYMMOCTU TEHEeTUYECKMX XapaKTepu-
CTUK 419 Pa3BUTKS M BOCTIPUSTUS YeN0BEKa.

B nocobun paccmatprBaloTcs OTAe/bHbIE,
Hanbosee akTyasbHble MPOGAEMbI perynpo-
BaHWS NMPaBOBbIX OTHOLUEHWI B cdepe NpoTu-
BOLAENCTBUSA TEHETUYECKOW AUCKPUMMUHALNK,
NPOWANIOCTPUPOBAHHbIE HA MpUMeEpax 3ako-
HOAATENbCTBA U NPaBONPUMEHUTENBHOW MpaK-
TUKWM  KJIHOUEBBIX  3apPYOEXHbIX  OPUCANKLINIA
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B yue6HOM nocobum «OCHOBbI MpPaBOBO-
ro peryimpoBaHuUs 31eKTPOHHOro 3jpa-
BOOXpaHEeHUs: Teopuss U MpakTUKa» npo-
aHanM3MpoBaHbl MpPaBOBble OCHOBbLI pery-
JMPOBaHMNS  3NEKTPOHHOro 3A4paBooOXpaHe-
HMUS, BK/OYAs TaKkoW ero BaXkKHbIA acrekT,
Kak MOBWbHbIE MEAULMHCKUE TEeXHONOo-
rmm (mHealth). MoHaTve v npobaematnka
3N1EeKTPOHHOTO 3paBOOXPAHEHNS MU3BECTHbI
elle ¢ KoHua 1990-x ronoB — yxe B TO Bpe-
ma e-health paccmatpuBanochk He Tonbko
Kak ucnonbzoaHune VKT B mMeanUMHCKOM
npakTuke, HO W Kak W3MeHeHWe opraHu-
3aLMOHHbIX MpPaKTUK M MPOLECCOB, TO eCcTb
MMENo SPKO BbIpaXKeHHbIA OpraHu3aLmoH-
HO-ynpaBneHuecknit acnekT. [1pn 3Tom camo
3N1eKTPOHHOE 34paBOOXPaHeHVe BK/tOYaeT
B ceba WWPOKWIA CNEKTP TEXHONOMMIA, KOTO-
pble MOTYT BbITb KNACCUPULMPOBAHbI MO-pas-
HOMY MCCnefoBaTeNsIMU, MapKeToaoramm
WK CcheumanmucTammn B 061acT MeanLMHbI.
[pyMeHeHNne UHCTPYMEHTOB 371€KTPOHHOMO
3[1paBOOXpaHEHNs, 6e3ycNoBHO, Cnocob-
CTBYET MOBbILIEHMIO KaYecTBa MeANLMHCKNX
yCAyr B UENOM W npeacTaBnsgeT LUEeHHOCTb
[L1S BCEX ML, 3a1e/ACTBOBAHHbIX B MpoLecce
oKaszaHusg MeanUMHCKOR NOMOoWM 1 nonyde-
HUS MeAMUMHCKMX ycayr (nauueHToB, Bpa-
Yyen, agAMUHUCTPATOPOB MEAMUMHCKUX Yu-
pexXAeHNin, OpraHoB peryanpoBaHus 1 ap.).
B T0 e Bpems, Kak moA4YepKMBaloT IKCNEPThI,
MX TPaHCHOPMALMOHHbLIZ MNOTeEHUWan, CBS-
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3aHHbIA C W3MEHEHMEM OpraHM3aLMOHHbIX
NpakTUK U CUCTEMbI PEryiMpoBaHus, sBaa-
eTCs MCTOYHUKOM LENOro paaa yHUBepcab-
HbIX MPO6GJEM, C KOTOPbIMU CTajKMBaOTCS
Pa3/IMUHbIE CTPaHbl NMPU BHEAPEHWUM HOBbIX
TEXHONOTUI.

Ocoboe BHMMaHMe B MOCOBUM YAENeHO
[eTafbHOMY — aHaiW3y 3aKkoHOAaTenbCTBa
B paccMaTpuBaemoit 061acTu, AeicTByoLLe-
ro Ha robanbHOM, PerMoHasbHOM U HaLMO-
HalbHOM YpOBHAX. B mocobum npeactas-
neH 0630p 3apy6exHOro 3aKOHOAaTeNbCTBA
1 AOKYMEHTOB MEXTOCYAapPCTBEHHbIX WHTe-
rpaUMOHHbIX 06beANHEHW B 06/1aCTH dNek-
TPOHHOTO 3/1paBoOXpaHeHns. ABTopamu pac-
CMOTPEHbI 3TUKO-MpaBoBas MNpobaemaTuka
1 UCTOUHMKM COOTBETCTBYIOLLErO MPaBOBOrO
pEryavpoBaHnsa, MeToAabl My6/MYHO-NpaBo-
BOTO BO3/e/CTBUS Ha OOLIECTBEHHbIE OTHO-
WeHNS, KOTOpble CKNaAblBAKTCA B paccma-
TpuBaemon chepe. YuebHoe nocobue HoCMT
MHHOBAUMOHHbIA  XapakTep ¥  COAEPXWT
ybeanTeNnbHbIA aHann3 Npobaem NpaBoBOro
PETYAVPOBAHNA MPUMEHEHNS TEXHOOMMiA
3/1€eKTPOHHOIO 3/1paBOOXPAHEHMS.

YyebHble nocobua aapecoBaHbl 06yvato-
WMMCS OPUANYECKUX BY30B U haKynbTETOB,
MEANLNHCKMX BYy30B, HayUHbIM paboTHMKAM,
nccaenoBaTenamM, NpakTUKYOLIMM opucTam,
npenojasatensm BbICLIMX yUYebHbIX 3aBefe-
HWIA, acnMpaHTam M BCEM 3aMHTEPeCcOBaH-
HbIM YUTaTENSAM.



