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MepuKaHckun pusmk CTueeH [)XOHC B NpeaucrioBum K KH1Ure HobeneBckoro

naypearta [xerimca YoTcoHa «[lBovHas cnupanb» nucar, 4To B oTnu4ne ot

ecTecTBOMCTbITaTeNeN NPOLLIIOro, KOTOPble CTOSANW Ha Mrieyax rmraHToB, B XX B.
MHOrMe 1uccrnenoBaTenu (cpeam KoTopbix OH HasbiBaeT k. YoTcoHa n ©. Kpuka?), cto-
ANN Ha UbINOYKax CBOUX COOCTBEHHbIX HO.

Mopo6HbIV NPOPbLIB B €CTECTBEHHO-HAY4YHOM 3HaHUW, CBUAETENSAMU KOTOPOro Mbl
cTanu B XX B. U KOTOPbIN, 6e3yCcrnoBHO, CTan peansbHOCTbIO U Beka XXI, nopoxaaet
n Byget nopoxaaTtb AUCKYCCUMM B OOLLIECTBEHHOM NMpOCTpaHcTBe. Kak Mupy 1 ero Ha-
LMOHarnbHbIM, MeXAYHapOAHbIM U TpaHCHaUMOHaNbHbIM MHCTUTYTaM pearmpoBatb
Ha Benukme n BMecTe ¢ TeM becnpeLeneHTHbIe OTKPbITUSA, «CaeMnaHHbIe Ha LibInoY-
kax»? BygeT nu B 3TON peakumun coumanbHoe JOMUHMPOBATL Hag Guonornyeckums,
unun HaobopoT?

OTBevasi Ha NOCTaBMNEHHbIV BhILLE FONOBHOW BONPOC, CNeayeT OTMETUTb, YTO Opu-
ONYecKMn MUp cenvac HaxoamTCs TOSbKO B CTaAUU CTAHOBMEHUSA HauMOHamnbHbIX,
MeXOyHapoOHbIX U TPaHCHALMOHarbHbIX OTBETOB Ha Hero.

AHanuanpys 3apybexHyto NpakTuKy, Mbl MOXEM YBUAETb MHOTOYUCMEHHbIE 3MMK-
PYIKU MHKOPNOpaLun coumarnbHbIX LienecoodpasHocTeln U 4ETEPMUHAHT B MNOCKOCTb
Hay4YHOW Npe3eHTaLnmn «BMonormM4eckoroy.

ApkMM NnpyMepom B AaHHOM CriyyYae BbICTYNaeT aHTUANCKPUMUHALNOHHbIV Bnok
IOPUONYECKUX HOPM, CBA3AHHBIN C reHETUYECKUMUN nccneqoBaHMamMun. Ha nHterpaum-
OHHOM YPOBHE HPUCTIPYAEHLIMMN OH, B YAaCTHOCTU, NpeacTaBrneH pesontoumen CoseTa
EBponbl N0 3TM4ECKMM 1 NPpaBOBbLIM Npobrnemam reHeTuyeckux nccnegosaHuni 1989 .,
B KOTOPOW «OCy>Kaarncsa otTbop paboTHUKOB Ha reHETUYECKON OCHOBE: KaHAWAATHI AOIK-
Hbl UIMETb NPaBO OTKa3aTbCs OT ATUX TECTOB 63 BO3HMKHOBEHMWS HEraTUBHbIX Nocnea-
CTBMI Takoro otkasa»*. Ha HaLMoHansHOM YpOBHE Takke pasfyHble CTpaHbl MUpPbI
NpoBOAAT aHTUANCKPUMUHALMOHHYHO MOMNUTUKY B 0BNacTy reHETUYECKMX uccrneaosa-
HuiA. MMpu aTom He Bceraga cyabby COOTBETCTBYHOLLUMX 3aKOHOAATENbHbIX aKTOB MOXHO
Ha3BaTb Nnerkown. Tak, kak oTmevaeT A. P. Caxunrapeesa, B 1995 r. uneH KoHrpecca
CLA Jlynza Cnotep un ceHatop Onumnust CHoy NpeacTaBunv NepBbIi NPoekT deae-
panbHOro 3aKoHa, 3anpeLUatoLLero reHeTU4eCKy AMCKpUMuHaLuuo, — «O Heguckpu-
MUHaLUM reHETUYECKON MHpopMaLIMK B MeguLMHCKOM cTpaxoBaHum»® (GINA). 3akoH
ObIn NpUHAT N nocne 13 neT 3akoHoAaTeNbHbIX YCUnUn U noanucax MNpesngeHToM
Dxopmxem Y. Bywem 21 masi 2008 r.6

MHTepeceH u onbIT IHann B NnpeacTtaBneHHOM npegMeTe npaBoBOro perynmpo-
BaHusA. B cooTBeTCTBMM C AKTOM O TEXHUKAX Npea3adaTtodHOn 1 npeHaTanbHon aua-
rHocTukm 1994 r. Bpadam 3anpeLleHo onpeaenaTe non dyayuiero pedeHka. [JaHHbIN

2 k. YotcoH n ®. Kpuk B 1953 1. npeactaBunu Hay4How obLectBeHHOCTH cTpykTypy OHK.

3 VmetoTca B BUAY Te rpaHu «BUONOrMyYeckoroy, Kotopble ctany NpeaMeToM npeseHTauum ecre-
CTBEHHO-HAy4YHOro 3HaHUS.

4 Paccornos U. M., Hybykoea C. I. BHyTproTpacneBble NpuHUMMbI 06paboTKM reHeTUYECKO
nHpopmauum // AkTyaneHble npobrnembl poccuiickoro npasa. 2019. Ne 5 (102). C. 104.

5 B paHHOM 3akoHe npefcTaBrieHbl BroKM IOPUANYECKUX HAYK MO 3aLumTe npas rpaXgaH Ha oc-
HOBE reHeTM4eckon NHopMaLum B 06racT MEAULIMHCKOTO CTPaxoBaHWsA 1 3aHATOCTY.

6 Caxureapeesa A. P. lpaBoBoe perynupoBaHne reHOMHbIX UccrnefnoBannii B CoeaunHeHHbIx LTa-
Tax Amepuku // BectHuk YHusepcuteta umenn O.E. Kytaduna (MITHOA). 2019. Ne 4. C. 148—149.
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3anpeT HanpaBreH Ha COKpalleHne Yncna cnyvaeB CenekTMBHbIX abopToB, Bbi3BaH-
HbIX NaTpuapxanbHbIM yKNagoMm xusHu B Hanm. BecbMa CTPOro BbIrmagAaT CaHKUmm
3a HapyLleHne 3TOro akTa Mo OTHOLLEHMIO K Bpadam: nuiueHne ceoboabl Ha Cpok A0
Tpex NeT B Cryvyae NepBUYHOTO HapyLUEHUS U 4O NSATU NET B CryYyae NOBTOPHOIO Ha-
pywenus, wrtpad ao 10 Teic. pynuii (3a nepBoe HapyLleHue) unu go 50 Tbic. pynui
(32 NOBTOPHOE HapyLleHMe), a TaKkke NuLLEeHMe NpaBa 3aHNMMaTbCs NpodheccrmoHanb-
HOW OeATEeNbHOCTbIO HAa CPOK A0 NATU NET B Cy4vae NepBUYHOIO HapyLLUEHWS 1 NOCTO-
SIHHOE NKLLIEeHMe TaKoro npasa B criydae NoBTOPHOrO HapyLleHus'.

He Tonbko reHeTu4eckne nccrnegoBaHns B OTHOLLEHMM YenoBeka BXOAAT B Npea-
MET NPaBOBOro PEryrnMpoBaHns COBPEMEHHbIX FOCYAapCTB, HO U 06beKThI oropsbl. Tak,
B cooTBeTcTBUM C [inpektuson EC 2015/412/EC rocypapctea — uneHsl EC nonyunnu
npaBo OrpaHWYMBaTh UK 3anpeLlaTtb BblpallMBaHue Ha cBoen TeppuTtopun MTMO, ogo-
OpeHHbIX B EC, No coumnanbHO-9KOHOMUYECKUM NPpUYMHaMm (Hanpumep, B COOTBETCTBUM
C LiensiM1 CenbCKOXO3SINCTBEHHOM NOMUTUKN)E.

O6paTHy0 3aKOHOMEPHOCTb BNUAHUS BUONOrMYECKUX 4ETEPMUHAHT, YCTaHOB-
NEHHbIX B X04€ Hay4HbIX UCCreaoBaHWI, Ha coumarbHble MPaKTUKA MOXHO YBUAETb
B nNpakTuke npasa V3pannsa (Hanpumep, npoueaypa nonyvyeHus rpaxgaHctea N3pau-
N4, Korga oTCyTCTBYIOT ApYyrne AokasaTtenbCTBa eBPENCKON KPOBU Yy NOTEHLMANbHOro
NpeTeHAEeHTa; a Takke Npu NnaHMpoBaHUM MaTeEPUHCTBA U OTLOBCTBA NPW Hanm4mm
B ceMbe pebeHka C BPOXAEHHbIMW aHOManmMsiMm, XpOMOCOMHbIMU (CMHApPOoM [dayHa)
W ApYrMMm HacnegcTBeHHO 00ycnoBneHHbIMK 3aboneBaHnsaMm; nepes BbINOMHEHEM
OKO; ecnu y maTepu No AaHHbIM aKyLLIEPCKOro aHaMHesa Kak MMHUMYM [iBa Camonpo-
M3BOJbHbIX BbIKMAbILA HA PAHHKX cpokax 6epemMeHHOoCTU®).

KoHeuHo, rotoBbIX U YHMBEPCaribHbIX PeLIeHWI Ha NOCTaBNEeHHbIN FONIOBHOW BO-
npoc Hert. Npunemnemon HaunoHarbHON, MEXAYHapO4HON U TPaHCHaLWOHanbsHoOm
peakumen rpuan4eckoro Mmpa Ha YeTBepTY NPOMBbILLIIEHHYO PEBOMIOLNI0 MOXHO
MeTadopudeckun onpeaenuTb kak «addekTt Posny». B gaHHOM crnyvae naert oTcbinka
K poMmaHy 'pama CumcunoHa «3dphekT Po3uy, B KOTOPOM OYEHb BbIMYKMO NOKa3aHbl
TLUETHbIE MOMbITKN IMAaBHOMO reposi — YYEHOro-reHeTUKa HamT cebe CnyTHULY XKU3HMK,
WCKITIOYNTENbHO PYKOBOOCTBYACH FEHETUYECKOW COBMECTUMOCTbLIO NpeacTaBuTenen
pasHbIX NOMoB.

" KpbiceHkosa H. b., YypcuHa T. Y. NpaBoBoe perynupoBaHne reHeETUYECKNX UCCNenoBaHN
B 3apybexHbix cTpaHax // XXypHan 3apybexHOoro 3akoHOAaTeNbCTBA Y CPABHUTENBHOMO NpaBo-
BeaeHus. 2019. Ne 5. C. 147.

8 Cokonos A. 0., boeambipesa H. B. ADMUHCTPaTMBHO-NPaBOBOE perynnpoBaHue nprumMeHe-
HWSi FeHOMHbIX TEXHOIOTMMI B CENbCKOM X0351CTBe Vicnanum // T'ymaHuTapHble 1 lopuganyeckue
ncecneposarus. Cesepo-Kaskasckuin defeparnbHbin yHusepcuTeT. 2019. Ne 1. C. 158.

¢ CmMm. nogpo6Ho no gaHHomy Bonpocy: Rosner G., Rosner S., Orr-Urtreger A. Genetic Testing
in Israel // An Overview Annual Review of Genomics and Human Genetics. Vol. 10:175—192
(September 2009). First published online as a Review in Advance on May 19, 2009 ;
Zakharova M. V., Voronin M. V. Measure of Freedom in the Context of Legal Regulation
of Genomic Research: Foreign Experience // Dilemas contemporaneos — educacion
politica y valores. URL: https://dilemascontemporaneoseducacionpoliticayvalores.com/_
files/200004128-c6b43c7b2e/EE%2018.12.16%20Medida%20de%20libertad%20en%20
el%20contexto%20de%20la%20regulacion%20legal%20de.pdf.
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Ero noncku npmMBogAT K cHaCTNMBOWM pa3Bs3ke B nuue OeBYLUKM N0 nMeHn Posn
TONbKO TOrAa, Korga OH «nepeBopayYnBaeT KapTy» C reHEeTUYECKON MaHTPON N Hauvu-
HaeT BUOETb U rpaHy coumnanbHbIX NPaKTUK B XMMUK ABYX NOSOB. Takum o6pasom,
Xennu-3HA, 3TOro poMaHa NeXUT B NIIOCKOCTM AManeKTUYeCcKoro euUHCTBa CoLmarnbHOro
1 Buonornyeckoro B peLleHny npobnemsl Bbibopa Yepes rerefieBCkuii 3akoH eauHCTBa
1 60pbObI NpoTMBONONOXHOCTEN. MogobHasa NnpeseHTaTMBHAA MeTacdopa, Ha HaLl
B3rnsi4, BNOMHe NpUMEHMMa 1 K MPaBOBbIM peanusaM Hallux AHEN, MPOXOAALLIMM nog
HEOTCTYMHbIM BAUSIHNEM YETBEPTOW NPOMBILLIIEHHON PEBOMIOLNN.

[nanekTuky coumanbHOro nu 61MonorM4eckoro B Npe3eHTaumMm CoOBpeMEHHON opu-
OMYECKON KapTbl MOXHO YBUAETb HA NPUMEPE UHCTUTYTa OMOSTUKMU.

TepMnH «B1O3TUKa» (3TUKA KU3HM) OblN NPEAnoXeH aMepukaHckuM Bpavyom BaH
PeHccenepom MNoTttepom B 1969 r."° Ero nosiBneHue cBsA3bIBAeTCs C akTUBHbLIM pas-
BUTUEM MEOMLIMHCKMX U MHbIX TEXHOMOIUIA, KOTOpbIE, MO CNpaBeaIMBOMY 3aMevaHuto
T. B. MeLuepsikoBoi, NO3BONSET YENOBEKY 3MOXM NOCTMOAEPHA He JOBOMNbCTBOBATLCS
napagurMamu npegHavyepTaHHOro 6bITHs, a HavyaTb aKTUBHO TBOPUTL caMoro cebs'.

CerogHs 61oaTvka npeacTaBnseT CobON CUHTETUYECKOE MOHATUE C PAAOM KITHoYe-
BbIX MPVHLUMUMOB 1 NOMOXEHWUI, Cpean KOTOPbIX B NEPBYIO Ovepeab Ha3bliBalT obLe-
rYMaHUTapHbIN MNPUHLUMM yBaXKEHNS AOCTOMHCTBA NIMYHOCTH, a TakkKe psg NpeaMeTHbIX
nNpuHUMNOB: «aenar 6naro» (beneficence), agpecoBaHHbIN K MEOULMHCKOMY NepCco-
Hany, MPUHLMN CNpaBeAnMBOro pacnpeaeneHs MeauLMHCKUX PecypcoB 1 MPUHLIAN
aBTOHOMUW BOMNK NaumeHTa'?,

OueHka BMO3THKN KaK MexancumninHapHoro peHomeHa 6bina gaHa 3a nocnea-
HMe rodbl Cpa3y Ha HECKOIbKMX YPOBHSIX. Tak, JOKTPUHAmbHbIA YPOBEHb NPeaCcTaB-
neH B pabotax M. B. MNoHknHa n A. A. TNoHkuHon. ViccnegoBaTtenn paccmaTpuBatoT
B1O3TKKY B ABYX acneKkTax — Kak HayKy U Kak CUCTEMY HOPMaTUBHbIX YCTAHOBMEHN,
onpenensioLmMx KOMMIEKC 4eOHTONOIrMYECKNX UMNepaTMBOB U NOAXOA0B B MeauLMHe
1 3apaBoOXpaHeHnn, B dpapmaveBTmke 1 papmakonorum (lex biomedica — no aHa-
norum ¢ lex mercatoria).

B nocnegHem cnyyae 61oaTuka, N0 MHEHWUIO UCccregoBaTenen, BbiCTpamBaeTcs
B CUCTEMY aBTOHOMHBIX 1 camopedepeHTHbIX yHAaMeHTanbHbIX HPAaBCTBEHHO-LIEH-
HOCTHbIX OCHOB U HOPMaTUBHBIX YCTAHOBIEHWI, PErYNUPYHOLLUX OTHOLLEHME K 3a4aTuto
XKM3HU 1 BblHALLMBAHMIO NNOAA YeroBeka, K POXAEHUIO, XXU3HW, BoNesHu 1 Tepanuu,
YMUPaHUIO 1 CMEPTU YeroBeka, K pedepeHTHbIM BONpocam AOCTOMHCTBA JIMYHOCTH
YyeroBeka B KOHTEKCTE yKa3aHHbIX COCTOSIHWIA U YCNOBUWI, K NpeaenamM BMelLlaTenb-
CTBa 4YernoBeka B YENOBEYECKYH reHeTUKY U MCUXMKY, 3aKnaabiBaeMbiX B OCHOBY
oKasaHusi MeANLMHCKOM MOMOLLUN U MEAULMHCKUX YCRyr, B LienoM obpalleHns me-
ONUMHCKMX pabOTHMKOB Y MEOULMHCKUX YYpeXOeHWIn C NauueHTamu, B OCHOBY dhap-
MaUEeBTUKM 1 hapMaKkonorum, a Takke B OCHOBY NpoBeAeHUs NoObIX MeAULIMHCKUX

0 Casouwjukosa E. B. MHOrorpaHHOCTb G1O3THKM KaK NMOHATUSI, MPaBOBblE acneKTbl perynmposa-
Hus // 3BecTusi OpeHByprckoro rocyaapcTBEHHOMo arpapHoro yHneepcuterta. 2015. Ne 2 (52).
C. 256.

" Mewepsikosa T. B. MpuunHbl nosiBrneHusi 6noatukm // BecTHMk ToMCKOro rocyfapCTBEHHOIO
yHuepcuteTa. dunocodus. Coumonorus. Monutonorus. 2010. Ne 4 (12). C. 97.

2 Encyclopedia of Bioethics / ed. by W. Th. Reich. N. Y.-L., 1995. Vol. | : Basic Writing on the Key
Ethical Questions That Surround the Major Modern Biological Possibilities and Problems. C. 109.
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1 hapmaLeBTUYECKMX UCCNea0BaHUN 1 UCTIbITaHUI (OMbITOB) Ha NtoAsX, obpalleHus
C YenoBeYeCKUM reHeTUYECKUM MaTepuranomMm, ¢ Tenamm, opraHaMm 1 TKaHAMM KnBbIX
N yMepLUUX Mopeis.

YUTo KacaeTcsa MHTErpaLUMoOHHOro YPOBHS OLIEHKM Npobnem 61oTUKM, TO OH npea-
cTaBneH B 3HameHuTon KoHBeHumn OBbeao, Ha OpraHn3aLnoHHOM — PSAOM aKTUBHO
YHKUMOHMPYOLWNX HCTUTYTOB nog arngon KOHECKO. B nocnegHem cnyyae peyb
MOeT, B YaCTHOCTU, O peanu3auun macltabHoro npoekta «MobanbHas aTudeckas
nabopatopusi». ATO MHoroacnekTHasa 6asa gaHHbIX, cogepxallas uHdopmaumo o6
3TUYECKMX KOMUTETAX HaLMOHaNbHOro, PErMOHaNbHOMO Y MHTEMPaLNOHHOIO YPOBHEW;
06 o6pasoBaTenbHbIX NporpaMmMax B AaHHOM 0bnacTtu, a Takke 0 Kogekcax noBegeHus
B pa3HbIx 06racTax 3TUKU U NPUHUMAaEMbIX B Pa3HbIX CTpaHax M1Mpa 3akoHoAaTemNbHbIX
aKTax no ykasaHHOMY Kpyry BOMpPOCOB.

HauvoHanbHble B3rnsAabl U OLEHKM B1O3TUYECKNX Npobnem MMEeIoT CyLLECTBEHHbIE
OTNMYMSA B pasHbIX rocyaapcteax Mupa. M aToT Te3snuc MOXHO B paBHOW Mepe OTHECTU
KaK K cTeneHn pa3paboTaHHOCTU UHCTUTYTa BUO3TUKM Kak TaKOBOrO Ha HOPMATMBHOM
YPOBHe, TaK U K NPOLEHTHOMY COOTHOLLEHWNIO aBEPCOB 1 PEBEPCOB «3anpeTt — A0-
3BOSIEHMEY B Er0 OCHOBaHWW.

B Poccuu, B 4aCcTHOCTW, Mbl MOXEM KOHCTaTUpoBaThb, 4To ewe B 90-X IT. NpoLunoro
Beka Obln co3naH MHTENNeKTyanbHbIA LEHTP No pa3paboTku npobnem 6rnoatmkn. Peyb
naet o Poccuiickom HaumoHansHoM komutete no 6uoatuke (PHKB) B pamkax Poccun-
CKOW akagemMuun Hayk. B ero 3agaun Bxoannum B TOM YMCIe 9KCNEPTHbIE OLEHKM 3aKO-
HOMPOEKTOB, B TON UMW MHOW Mepe 3aTparvMBaroLLmX 3TUKO-MeANLUHCKUE Npobnemsi:
«O ncuxuaTpryeckom NOMOLLM 1 rapaHTUAX NpaB rpaxaaH npu ee okaszaHumy (1992),
OcHoB 3akoHogaTtensbcTBa Poccuickon ®enepaumm 06 oxpaHe 300poBbs rpaxkaaH
(1993), «O BpemeHHOM 3anpeTe Ha KnoHupoBaHue yenosekay (2002). Bmecte ¢ Tem
M3BECTHO, YTO KaK TaKOBOro CUHTETUYECKOro 3akoHa no 61uoaTuke B Poccum K HacTo-
ALLEeMY BPEMEHN HE MPUHSITO.

XapakTepHbIM NMPUMEPOM 3aKOHOAATENLHOrO yperynmpoBaHusi npobnem 6moatu-
Ku cTtan dpaHuy3ckuin 3akoH «O 61oatmke» 1994 r. K ocHOBHbIM 3agaq4amM NpuHATUS
npeacTaBneHHOro NPaBoOBOro akTa 3akoHOoA4ATENb OTHEC: YyYLLEHWE XU3HU, 3aLLUTY
TNIMYHOCTU N CEMENHBIX LIeHHOCTEN, a Takke 3awuTy npas geten. Kaxgasa ns Hassax-
HbIX 06LLEerymaHMTapHbix LeHHOCTel npuobpena B NpeacTaBneHHOM 3aKOHe Y3KOHa-
npaBneHHoe 3HayveHve.

Tak, ynyJLueHne Xn3Hu paccmaTpmBanochb B KOHTEKCTE YCTAHOBINEHMWS NPUHLMMNOB
TpaHCcMnaHTauum opraHoB 1 TKaHeN; 3aLMTbl NpaB NMMYHOCTU U CeMbM — 3anpeTa Ha
€BreHuKy, KNoHMPOBaHMWE; YCTaHOBIEHMS Mep NO OpraH13aummn penpoayKkTUBHON Me-
AvumHbl. 3awmTta npaB pebeHka Takke nmena onpeaeneHHblli y3koHanpaBneHHbIn
xapakTep. 3akoHoaarenb, B YaCTHOCTW, onpeaensn npasa u 06s3aHHOCTM poauTe-
new B cnyyae 3adartus NocpeacTBOM UCKYCCTBEHHOIO onnoaoTBopeHus. B 3akoHe
yCTaHaBMMBaETCA crneaytoLLee KnoyYeBoe NpaBuio B JaHHOM OTHoLeHun: «B cnyyae
ocemMeHeHUsi 6epeMeHHON XKeHLLMHbI JOHOPOM e€e NapTHeP, KOTOPbIN Aan cornacue Ha
3TO OCEMEHEHNEe, CTaHOBUTCS OTLIOM pebeHka, He MMes BO3MOXHOCTM YKITOHUTLCS OT

3 [MoHKuH U. B., lNoHkuHa A. A. OCOBEHHOCTU 3TUKO-NPaBOBOIO N MHCTUTYLIMOHASBHOIO pery-
nvpoBaHusa bruotexHonoruin Bo ®panHumn, Mitanumn, Fepmanun n Asctpun // BectHuk PYJH.
Cepus «tOpugnyeckne Haykmy». 2014. Ne 4. C. 158—159.
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06583aHHOCTU OTLOBCTBA MO NPUYMHE TOro, Y4To pebeHok He BObin 3a4aT NoCcpeacTBOM

ero cOGCTBEHHON CnepMbI».

Takke K pagy KroveBbIX MOMOXEHUA 3aKOHa OTHOCAT:

1) BOMpOCHI TpAHCNNaHTaLUMM OpraHoB 1 TkaHew. B yacTHOCTW, B 3akOHe nogyvepkuea-
€TCSA, YTO HEBO3MOXHO 3abpaTb opraHbl Y ymepLuero 6e3 npoBepkn TOro, YTO OH He
3aperncTpmpoBarn B COOTBETCTBYIOLLIEM peecTpe CBOW OTKa3 Ha TpaHCnnaHTaumo
opraHoB U TkaHen. [pu 3ToM JOMKHbI ObITb NOATBEPXKAEHBI AHOHUMHOCTL 1 Gec-
nnaTtHoe NnoXxepTBOBaHME;

2) npuHUMMbI NPOBEeAEHMS NpoLeaypbl AOHOPCTBA CrepMbl: aHOHUMHOCTb M 6ecnnaTHOCTb;

3) 6asoBble MONOXEHMSA NO 3aLUTE NEepPCoHarnbHbIX AaHHbIX NALMEHTOB B 0b6nactu
3aNMAeMMNONOrn 1 rocyqapCcTBEHHOW MeQULIMHbI.

B cBoeli aBontouun AaHHbIN 3aKoH Nepexun HeCKOmNbKO KPYMHbIX pedopMm. Tak,
B 4aCTHOCTU, B pe3ynbrarte pesusmm 3akoHa B 2004 r. 6b1n pacmpeH 6rok Hopm,
NOCBSLLEHHbIX JOHOPCTBY OPraHoOB MeXAy XUBbIMU MOAbMU, YTO CNOCOOCTBOBANO
yMyYLEHNIO cUTyaumm B TpaHcnnaHtonorum. Pedpopme 3akoHa o 61oatuke B 2011 1.
npegLuecTeoBana cepbe3Has paboTta no aHanuay AeNCcTBYHOLLEro 3akoHoaaTenbcTea
B 9TOM BOMNpoce, npeanpuHaTas [ocyaapCcTBEHHbIM COBETOM CTpaHbl. O Kakmx xe 13-
MEHEHUSX AeNCTBYIOLLIEro 3aKkoHO4ATENbCTBA UAET peyb?

Bo-nepBbIX, HOBEMMbI KOCHYNMUCL hOPManbHOro YNpoLeHns Npoueayp NpoBeaeHUs
psifa MeguumMHcKnx npoueayp. Tak, B Bepcum 3akoHa 2004 r. 6110 ycTaHOBNEHO NpaBu-
no, 4Yto ans nposeaeHus npoueaypbl AKO B OTHOLLEHUM HE 3aperncTprpoBaBLLEN CBO
COH03 Napbl JOMKHO ObITb COBMOAEHO NPaBUIO O NPEAOCTaBMNEHUM AOKA3aTeNbCTBA COB-
MECTHOW XM13HN He MeHee 2 neT. CornacHo Bepcumn 3akoHa o 6noatuke 2011 r. gaHHbIE
orpaHnyeHust Obinm CHATLI. BO-BTOPbIX, HECKOMBKO BOMPOCOB NOABEPINNCE YTOYHEHHO
B 3akoHe. Tak, 3akoHoaaTernb ykasar, YTO BO3MOXHO MCNOMb30BaHUe rameT AoHopa
[0 OecsiTu pa3 BMECTO paHee YCTaHOBMEHHbIX NATU. HekoTopble acnekTbl OMO3TUKK
nocre MaclTabHbIX NaprameHTCKUx 4ebaToB COXpaHUnU BapnaHTbl hopmMarnbHOn pe-
rmameHTaLunn, N3NoXeHHbIE B NpeablayLLmnx Bepcusix 3akoHa. Pedb naeT, B 4aCTHOCTY,
0 BOMpocax yCTaHOBMNEHUSA NPUHLIMNA aHOHUMHOCTM LOHOPCTBA OPraHoB U TKaHEN.

CynebHbin ypoBeHb OLEHKM ObiN AaH B paMKax Kak MHTerpaurMoHHOW opucnpy-
OeHumMun, Tak 1 HaunoHarbHOro rnpaea. Tak, BO MHOrOM NPOAOSMKEHNEM BHEAPEHUS Ha
€BpOrencKon NoYBe MHCTUTYTa «HENPABOMEPHOrO OCTABIIEHNSA B XMBbIX», FeHeTNYe-
CKMe KOPHM KOTOPOro MOXHO HaWTW B aMepUKaHCKOW CcyaebHoM npakTuke, ctano aeno
«Maurice npotus ®paHuum» B EBponernckom Cyae no npasam yenoseka. Cynpyros
Maurice B 3an cyga npuBenu ob6CToATENbCTBA, CXOAHbIE C TEMW, YTO HEKOrAa NpUBENM
Tyna v poguTenen Hukons MNMuprow: MeamnumMHeKkas owmnobka, B pesyrnbsrate KOTOpon He
Oblna AnarHoCcTUpoBaHa NoTeHUnanbHas BO3MOXHOCTb poxaeHunst 6onbHoro pebeHka
y obcnenyemoli 6epemeHHom xeHwuHbl. ECIMY B gaHHOM criydae nonHocTbio BCTan
Ha CTOPOHY 3asBUTENEn U NPUCYAUN 3HAYUTENbHbIE CYMMbl KOMMNEHCALNN.

XapakTepHbIM NPUMEPOM B3rnsaaa HaumoHanbHOM cyaebHoN NpakTuku Ha B1MoaTu-
Yyeckne npobnemsbl ctano geno «Corine Parpaleix». B gaHHOM gene 3asBuTenbHuua
oTCTamBana cBoe NpaBo MCMNOoMb30BaTh Ans npoueaypbl AKO cnepmy CBOEro ymepLuero
Myxa. PrHanbHY0 TOYKY B 3TOM noctasun TpubyHan 6onbLuo nHctaHumm. OH paspe-
wwun rocnoxe Corine Parpaleix nonyunts 13 6aHka reHeTUYEeCKNX MaTtepuarnos cnepmy
ee ymepLuero Myxa. Yepes HeKoTopoe BpeMs Nocne AaHHOro cyaebHoro peLleHust ro-
cnoxa Corine Parpaleix, Bocnonb3oBasLuucs npoueaypon KO, poanna ABOVHSLLEK.
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BEKTOP HOPVOVMHECKOW HAYKW YHUBEPCUTETA

umenn O.E. Kyradura (MIIOA)

WTak, kak BUAHO n3 npeacrtaBneHHbIX Bbllle PpUaNYeCKUX aMnMpuK HalmoHarb-

HOTO U MHTErpaLyMoOHHOro YpoBHeN, «3ddekT Po3n» nposasnseT cebs B pasnmyHbIX
obnacTsax. [pn 3TOM CMelleHNe akLEeHTOB B CTOPOHY AETEPMUHAHT BMONOrmyeckmx
MOXET NPUBECTU K NPaKTUKe ANCKPUMMHALUN U OTPaHUYEHWUIO NPaB OTAENbHbIX Y-
HOCTen u nux rpynn.
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