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OPUT'NHAJIBHAA CTATbA
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Ha cerogHsiiHuii n1eHb MEIMIIMHE YK€ CTajiu
JIOCTYITHBI 3(P(PEeKTUBHBIE CIIOCOOBI JICUSHUSI HEKO-
TOPBIX BUIIOB HACJEACTBEHHBIX 3a00JIeBaHUIA, I10-
3BOJISIIONIME M30eXKaTh JIETAIbHOIO MCXO/a C OJHO-
BPEMEHHBIM TMPeIO0TBPAIEHUEM PA3BUTUS TSKEION
VHBAJIMIHOCTH, TIPY YCJIOBUM, UTO 3a00JIeBAHUE BbI-
SIBJICHO J0 Hayaja ero KJIMHUYECKUX MPOsIBICHUA.
CaMBbIif TIPOCTOI M TIEPCIIEKTUBHBIN METOJ, JIJIST paH-
HEero oOHapyXeHHUsI TaKUX 0OJIe3HEeH, M0 MHEHUIO,
cneuuraaIrucToB MEIMKOB — MacCoBoOe o0cieg0BaHNE
OepeMEHHBIX XEHIIWH — IIPeHaTaAIbHBIA CKPUHUHT
U HOBOPOXIEHHBIX WU HEOHaTaJlbHbIA CKpU-
HUHT [1,2]. JleraibHoe ornpenecieHUe CKPUHUHTa
Ha HacJIeICTBeHHbIe 3a00JIeBaHNsI B €r0 pa3InyHbIX
Pa3HOBUIHOCTSIX, KaK B OTEYECTBEHHOM, TaK 1 B 3a-
PpyOexKHOM 3aKOHOMATEIbCTBE, KaK IIPaBUJIO, OTCYT-
cTtByeT. Uero Henb3s cKa3aTh 0 0oJiee OOIIEM IO OT-
HOILIEHUIO K HEMY MOHSITUU — T€HOAMArHOCTUKA.

B Poccum moHsITME TeHOIMAarHOCTUKA 3aKpe-
IisieTcesl B penepaibHOM 3aKOHE OT 5 miojist 1996 r.
Ne 86-D3 «O rocymapCTBEHHOM peryJMpPOBaHUU
B 00J1aCTU T€HHO-UHXXEHEPHOU IesITeIbHOCTU»,, KO-
TOPBIN B IIEPBOOYEPETHON penaKIIMy cCoaepkKai Ka-
TerOpUYECKYI0 OTOBOPKY O TOM, UTO €T0 ITOJI0KEHU S
HE MPUMEHSIOTCS K YeJIOBEKY, KOTOpasi, BIIPOYEM,
C TeYeHHEeM BpPEeMEHHU ObLIa CMSITYeHa OTOBOPKOI
KacaTeJIbHO, MHTEePECYIolIeil Hac, TeHOMMArHOCTH -
KM (COBOKYITHOCTA METOIOB IIO BBISBICHUIO M3-
MEHEHUIi B CTPYKType reHoma), HO 0e3 BHeApeHUs
Jlaxke MUHMMAaJIbHO HEOOX0AMMOro oobeMa MpaBo-
BOIo peryaupoBaHus. JdeicTByromuii denepaib-
HBIii 3aKOH OT 3 gekadpst 2008 r. Ne 242-D3 «O ro-
CyIapCTBEHHOI Te€HOMHOM peructpaunu B PD»
JKECTKO OrpaHMYMBaeT cgepy CBOEro eilCTBUSI
Ccyry00 KpMMHHOJIOTUYECKOM 1IeJIbI0 — UIeHTU(DU-
Kalueil JTUYHOCTU YeJIoBeKa, IUISI KOTOPOil HeoO-
XOAUM MUHHUMAJbHBI 00bEeM IOJydyaeMol 1 Xpa-
HUMOI TeHeTU4ecKol (reHOMHOI) MH(pOpMaLNH,
a TakXe KpaifHe crieliupuIecKuii Kpyr CyObeKTOB,
MMEIOLIUX ITPaBO Ha ee JIeralbHOE UCTIOIb30BaHMUE.
TeMm camMbIM JaHHBIN 3aKOH Ha TaHHbBI MOMEHT He
3aKpbIBaeT MpoOes B AEHCTBYIOIIEM IIPaBOBOM pe-
TYJIMPOBaHUM T€HOAUATHOCTUKU.

Ha momeHT HanmcaHus JaHHOM CTaThy Ha O0IIIe-
CTBEHHOE 00CY:KAeHMe ObLT BHIHECEH IMPOEKT (ee-
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panbHOrO 3aKkoHa «O BHECEHUU U3MEHEHUM B CT. 11
denepanbHOro 3akoHa «O MepCOHANTBHBIX JaHHBIX»
u ct. 39.1 3akoHa Poccuiickoii ®enepanum «O 3a-
LIUTE TIpaB MOTpeOUTENICH», MPpeayCcMaTPUBAOIIIA
pacipeHre IOHSITUS OMOMETPUYECKUE IIepPCo-
HaJIbHBIC JaHHEIE, 32 CUET OTHECCHUSI K HUM eIlle
M CBEICHUI, XapaKTePU3YIOIINX FeHETUUYEeCKIE 0CO-
OEHHOCTM 4YejloBeKa, a TakkKe Mpearnojararolinii
pacmmpenue cepbl IeCTBUS YIIOMSHYTOTO HaMu
BhbIlIE eaepaibHOro 3akoHa «O rocyaapcTBeHHOMN
reHoMHoOM perucrpauuu B PM» Ha 00paboTKy TaKko-
ro poja IepCcoHaIbHbIX AaHHbIX. 1o Halemy MHe-
HUIO, TAKOTO POJA YTOYHEHE ITOHSITHUS IIEPCOHAIb-
HBIX JaHHBIX Ha3peJIo yKe TOBOJIBHO TaBHO, OMHAKO
MpeIIoXKeHHbIE U3BMEHEHUS He TMKBUAUPYIOT MPO-
0eJ1 B MPaBOBOM PEryJIMPOBAaHMU T€HOIMArHOCTUKM
B Poccun. Tak, B 9aCTHOCTH, OTKPBITBIM OCTaHETCSI
BOIIPOC O pa3pellIeHHBIX U 3aIIpeIIeHHBIX K IIPOBe-
JIeH1I0 Ha TeppuTopuu Poccum pa3HOBUIHOCTSIX Ie-
HOJIMArHOCTUKU, O TapaHTUSX HE AUCKPUMUWHAIIN
M KOHPUOCHIIMAIBHOCTU 10 UTOTaM TaKOBOM IPO-
Lemyphl, a TAKKE O CyIb0e TeHETUISCKIX 00pa3ioB
OCTaIOIIIMXCS TIOCTIe Hee.

B 3apy0exHBIX rocygapcTBax cUTyalldsi 00-
CTOWT HECKOJILKO MHAYe W CYIIECTBYIOT MPUMEPHI
IOBOJIBHO MOAPOOHOIrO PEeryJIvMpoOBaHUS ITOpSIIKA
MpPOBEACHUSI TEHOAMArHOCTUKY, KOTOPhIE BIIOJHE
MOTYT CTaTh OPUEHTUPOM JIJISI COBEPIIEHCTBOBA-
HUS OTEYECTBEHHOT'O 3aKOHOIATEILCTBA 10 JaHHO-
MY BOIIPOCY.

KacarenpbHo pa3pelieHHbIX U 3ampelleHHBIX
K TIPOBEIECHUIO Pa3HOBUIHOCTSIX T€HOIMArHOCTUKM
3aKOHOJATEILCTBO 3apy0eKHBIX TOCYIAPCTB I€MOH-
CTpHUpYeT pa3HOOOpa3re IoaxonoB. Tak, Hampumep,
B ®PI' reHernyeckmii TECT MOXKET NMPOBOAUTHLCS
TOJIBKO C LIEJIbIO BhISIBJICHUS 3a00J1€BaHU I, KOTOpbIE
MOXHO TIpeAOTBPaTUTh WA BBUICUUTD, ITOM 3aIIpe-
TOM HaXOMSTCsI TAiTHbIE TECTHI ITO OIIPEACIICHUIO OT-
LIOBCTBa, TECThI HA paHHEe OIIpeae/ieHHe Moja pe-
OeHKa, a TaKXKe TECThI Ha BhISIBJICHUE 3a00JIeBaHUI,
KOTOpBIE MOTYT MOSIBUTBLCS Y €Ille He POXKIEHHOTO
pebeHka B 3pejoM Boapacte. B JlaTBuu 3amnpeina-
€TCsl TIPOBOAUTH UCCAEA0BaHUE T€HOMa YMEPIIEro
yenoBeka. B CIIIA B HEKOTOpBIX IITaTax TalHBbIE
TeHETUYEeCKHE TeCThl Ha YCTaHOBJICHUE OTIIOBCTBA
npsimo paspemreHsl (HeBama), omHAKO ecTh M IITa-
TBI, TJIe TAKOBEIE TeCThI 3arpelieHbl (Hpio-JIxkepcn).
Kpome Toro, B CIIIA ecTh npumepsbl 1ITAaTOB, e
MOJI 3aIIPpeTOM HAXOOWUTCS IPOBeACHUE CKPUHUHTA
HOBOPOXIEHHBIX Ha HaCJeICTBEHHBIE 3a00JIieBa-
HUS (HEOHATAJILHBIM CKPUHUHT) C TIpUMEHEHUEM
TexHoJjioruun cekBeHuposaHus JIHK 1ieigoro renoma
(Hpro-I'smmmp).

A. B. Heuxun

OOcyxknast rapaHTUM HEe OUCKPUMUHALMU IO
UTOraM T€HOIMArHOCTHKM, HEOOXOOUMO Cpa3y OT-
METHUTh, YTO B 3apyOEKHBIX TOCyIapCTBax, JaHHbBII
WHCTUTYT SBJSIETCS TOCTAaTOYHO HOPMATUBHO pa3-
BUTBIM, OCOOEHHO B YaCTU TPYJOBBLIX OTHOIIECHUIA
1 OTHOIICHMI IO CTPAXOBAHMIO XKU3HU 1 3I0POBBSL.
B ®PT paboropatesib He JOKEH MPOBOIUTHL JMUC-
KPUMUHAIIMIO B OTHOIIIEHUM PaOOTHUKOB MO TIpU-
YUHE UX TeHETUYECKUX XapaKTepUCTUK U HE BIIpa-
Be TpeOOoBaTh pe3yibTaTa TaKOro TecTa IIpy HaliMe
Ha paboty. OgHaKO, T€HETUYECKNEe TECThl MOTYT
BKJIIOUAThCSI B MEPUOIMUYECKUE METOCMOTPHI Yy pa-
OOTHHMKOB C BpEIHBIMU YCIIOBUSIMHU TPYyJa, IS IIpe-
IOTBpalleHMS TsKEbIX 3a0oneBaHmnii. CTpaxoBble
KOMITaHUU HE MMEIOT IIpaBa TpeOoBaTh pe3ysibTa-
TOB F€HETUYECKUX TECTOB OT KJIMEHTOB, €CJI CyMMa
BeimiaTel He npesbiliaer 300000 eBpo eauHOBpE-
meHHO uiar 30000 eBpo B BUAE €KEeroaHOM MEHCUM.
B CIIA mo yactu rapaHTWil He TUCKPUMWHALINNA
10 UTOraM T€HOAUArHOCTUKU OMSITh HabJIoaaeTCs
pazHooOpa3ue MoaxoaoB. B OOJbIIMHCTBE CilyyaeB
3aKOHOJATEeIb CTOUT HA CTOPOHE MHTEPECOB YeJIO-
Beka. Tak, HarmpuMep, padboTomaresiv, areHTCTBA 110
TPYIAOYCTPONCTBY WK MPOGhCOIO3HbBIE OpraHu3aluu
HE MOTYT HCITIO/Ib30BaTh MH(GOPMAIIUIO O TeHEeTHYEe-
CKOM TeCTUPOBAHUU, TCHETUIECKOM KOHCYJIBTHPO-
BaHMU MJIM TeHETUYECKOM 3a00JIeBAHUHU JIJISI KAKUX
nmbo ueneii (BepmoHT, AfioBa). 3anpeliaercs auc-
KPUMUHALIMS CO CTOPOHBI CTPAXOBIIMKA B OTHOIIIE-
HUM WA HAa OCHOBAaHWU T'eHETUYECKOIO aHa/Im3a
NI TeHeTu4decKoi ckiaoHHoctu (Hpio-Mekcuko,
Aitnaxo, Oknaxoma). OgHaKO, B OTAEbHBIX IITATaxX
JIeJlaeTCsl MCKITIoUeHMe 13 0011eTo IpaBuJia. Tak, Ha-
IIpUMep, CTPAXOBIINK HE MOXKET IIOJIy4aTh Pe3yJib-
TaThl TEHETUYECKOTO TECTUPOBAHMSI O€3 OTIEIBHOIO
IMMCbMEHHOIO corjlacusi (pu3nUecKoro Jjuiia, HO OH
HE HECeT OTBETCTBEHHOCTHU 3a HeIlpeaHaMepeHHOe
nosaydyeHue pesyabratoB (MHauaHa).

HeckonbKko ¢10B Takke ClAemayeT cKa3aTb O ra-
PaHTUSIX KOHDUIEHIMATIbHOCTH 110 UTOTaM FeHOIU -
arHOCTMKU, a TAKXKe O Cyab0e reHeTUYeCK1X o0pa3-
LIOB OCTAaIOIINXCS II0c]e ee TpoBencHus. B JlatBun
YCTAHOBJIEHO 00s3aTelIbHOE KOIMpPOBaHME TI000
FeHEeTUYEeCKON WH(pOpMaluu, KOTopasi XpaHUTCS
UCKITIOUYNTEILHO B €IMHOM 00IIerocynapcTBEeHHOMN
0a3e maHHBIX. AHAJIOTMYHBIE HOPMBI KacaTeJIbHO
00s13aTeJILHOIO KOAMPOBAHUSI T€HETUYECKONM MH-
dopmanum cyiecTByioT U B psuae wmratoB CIIHA
(MbsH, Muccypu, Mnanana, MuHHecota, Muuu-
raH). B ®PI', ipn oTcyrcTBUM coTrjlacus JvIa Ha
MHOE, TaKOTo pona nHdopMalus xpaHutes 10 jer
u yHuurtoxaercs. 1o TpedboBaHUIO uvIIa pe3yibTa-
TBI MOTYT YHMYTOXAaThCsI HeMeIJicHHO. ['eHeTnde-
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Onbim npagoeoeo peyaupo8anus CKpuHuHea 3a0601e6anull

CKHUi1 oOpasel] MOXeT MCIOJIb30BaThCsl TOJBKO IS
heneil, 11 KOTOPBIX OH ObLI ITOJIydeH U JOJDKEH
OBITh YHUUTOXXKEH HEMEJIEHHO, KakK 11eJ1b Oblla 10-
crurnyta. B CIIIA B GOJBIIMHCTBE LITATOB M0 JaH-
HOMY BOIIPOCY HaOII0IaeTCsl IPaKTUUeCKHU MOJIHOe
COBIIJIeHNE IIOAXOI0B, MCKIIIOUEHME COCTAaBJISIET
JINIITIb BOIPOC BO3MOXKHOTO aHOHMMHOTO HMCIOJIb-
30BaHMSI 00PA3L0B B HAYYHBIX LEISIX, KOTOPOE MPsI-
MO pa3pellcHO B OTIEIbHBIX INTAaTaX, HapuMep,
B [lenaBape.

PestoMupyst Bce BblllIeCcKa3aHHOE HEOOXOAUMO
OTMETUTH, uTO B Poccuiickoii Deaepalinu HEypery-
JIMPOBAaHHBIMU OCTaIOTCSI BOIIPOCHI O pa3pellieHHbIX
M 3allpellleHHBIX K MPOBEACHUIO Pa3HOBUIHOCTSIX
T€HOAMAaTHOCTUKM, O TapaHTUSIX HE TUCKPUMUHA-
M 1 KOHPUIASHIMAIbHOCTH O UTOraM TaKOBOM
MIpPOLEAYPHI, a TAKXKE O CyIb0e FTeHETUIECKIX 00pa3-
110B ocTatonuxcs nocjie Hee. [logodHas cutyauus
HEraTMBHO CKa3bIBAaeTCS Ha peajn3alliid KOHCTU-
TYLMOHHBIX MpaB M CBOOOI YeJIOBeKa M rpaxkia-
HUHA U TpeOyeT CKopeulero HopMaTUBHOIO pe-
IIEHUs ITyTEeM IPUHSTUS €IUHOT0 KOMILIEKCHOTO
(henepaabHOro 3aKOHaA O TeHOME UYeJIoBeKa, pa3pa-
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0OTaHHOTO, B TOM YHCJIE, C YYETOM HMMEIOIIETOCS
IMO3UTUBHOIO 3apy0EKHOI0 OMbITa MPAaBOBOTO pe-
TYJIMPOBaHUSI.

HccnenoBaHue BBINOJHEHO MpU (PUHAHCOBOM
nongepxkke PODPU B paMmkax HaydHOIo MpoOeKTa
No 18-29-14059.
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Domestic legislation is familiar with the concept of genodiagnostics, however, the most important
issues related to its conduct (about permitted and prohibited to conduct varieties of genodiagnosis,
guarantees of non-discrimination and confidentiality following this procedure, about the fate of genetic
samples remaining after it) remain unresolved. Within the framework of this article, the author examines
examples of the normative regulation of the issues mentioned in foreign countries, suggesting that foreign

experience should be used wisely.
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