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INPEJINCJIOBHUE

B mocnennue HECKONBKO JIET B HAIIEH CTpaHEe 3HAYUTEIbHO BbI-
pPOC MHTEpEC K 3THKO-(PpHI0cO()CKUM, COMAIbHBIM U MIPABOBBIM MPO-
OnemMaM pa3BUTUSI MEOULIMHCKONW TeHeThkd. OHHM aKTUBHO 00CYXnIa-
IOTCSI Ha HAyYHBIX MEPONPUATHIX PAa3HOTO YPOBHSA W Ha CTPaHUIAX
Hay4YHbIX H3#aHui. HasBaHue mpemiaraeMoil BHUMaHHUIO YHTATENs
MoHOTrpauu HeCTy4allHO COBMAJaeT C Ha3BaHHEM CTaBILEH yXe exe-
TOIHOW W y3HaBaeMoOil B MpOQeccHoHaIBLHOM coollecTBe KOH(pepeH-
uuu «bnosTHka M reHeruka: BbI3oBEI XX| Beka» — MHOrue aBTOPHI
KHUTH €€ aKTHBHbIE y4acTHUKH. [Ipu 5TOM HccaenoBaTenbeKast JIOTHKa
JaHHOW Pa0OTBHl BO MHOTOM CBsi3aHa C KOJUIGKTHBHON MOHOTpadueit
«CounorymMaHuTapHble KOHTYPBI TeHOMHOW MEAMLIMHBI» — MEPBOM T10-
MBITKOW KOMIUIEKCHOTO HCCIICIOBaHMS TEPCIEKTHB M TOCIEACTBUIM
AKTHBHOT'O BHEIPEHUS TEHOMHBIX TEXHOJIOTUH B MEAULIUHY.

PaccmatpuBas Teoperndeckue U MpakTHUECKUE aCIEKThI, aBTOPHI,
C OIHOW CTOPOHBI, PACKPBIBAIOT BIMSHUE TEHETHUKH HA CUCTEMY 00pa3o0-
BaHMS, COLMAIIbHBIE 1 HOPMATUBHO-IIPABOBbIE KOHTEKCTHI €€ Pa3BUTHSI
OunodTHYECKYIO crien(UKY HHPOPMUPOBaHHS, OOYCIOBICHHYIO ceMeii-
HBIM W BEPOATHOCTHBIM XapaKTePOM TE€HETHYECKOH HHGOpMAIIHH.
C mpyroii CTOpOHBI, HMCCIEAYIOT peanbHble MPOOIEMBbl KIMHHYECKOU
MPAaKTUKU U KOJUTM3HH CIIOKHOTO MOPAIBHOTO BBIOOpPA, BO3HUKAIOIINE
nepen Bpadamu. CHMITOMAaTHYHO, YTO 0C000O€ BHUMAHHE YJEJICHO
pasHbBIM acleKTaM MPEKOHIENIMOHHOTO TE€HETUYECKOT0 CKPHHUHIA,
KOTOpPBII aKTyaIu3upyeT HOBBIE BOIIPOCH 3a00THI O 3J0POBbE OYIyLIHX
nokonenuil. IlpoakTrBHOE OOCYKAEHHE MpoOeM — KIIoueBas depra
OMOSTHKH, KOTOpasi BO MHOI'OM HaXOJHT MOATBEP)KACHHUE B INIaBax Ha-
CTOSIILIETO W3JaHus, (POKYCHPYIOIIMXCSA Ha MEPCIEKTHBaX CHHTETHYE-
CKOM OHOJIOTMH W TIPEUMILIAHTAMOHHOW TEpalmuy HACJIEICTBEHHBIX
3a00NeBaHuil.



OObenrHeHne TEOPETHYECKUX M TPAKTHYECKUX ACIEKTOB pac-
cMaTpUBaeMoOi MpOOJIEeMaTHKN MO3BOJMIIO aBTOpaM, IpPeCTaBISIOIIM
pasHbie cdepbl HAYKd U MPaKTHUECKOe 3paBOOXpaHEHHE, HE TOJIBKO
MOKa3aTh BPUCTHYECKUH MOTEHIUAT MEKIUCUUIUIMHAPHOTO B3aHMO-
JEeUCTBHSI, HO 1 HAMETHUTh HANPaBICHUS AANBHENUIIEro B3auMOACHCTBUS
s 3QGEKTUBHOTO Pa3BUTHS TEHOMHOM MEOUIMHBI M CBSI3aHHBIX C
HEH HCCIIeIoBaTEIbCKUX U 00pa30BaTENbHBIX HHULIMATHUB.

B psine maTepuanoB JaHHOIO W3AHUS MPEICTABICHBI PE3YIbTAThI
o0cyxneHns: OMOITHUECKUX MPoOJIeM pa3BUTHSI TEHETHUECKUX TEXHO-
Joruid B paMkax mpoekta Poccuiickoro Hayunoro ¢onaa «Comuory-
MaHUTApPHbIE KOHTYpPHl TEHOMHOW MemuuuHbD» (mpoekt Ne 19-18-
00422).

E.I'. I'pebenuyuxosa
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Annomayus. IlpencraBieHsl akTyalbHbIE W IIEPCHEKTHBHBIC HANPABICHUS
B3aUMOJICHCTBHUS TEHETHUKHU C Teopuel o0pa3oBaHMUS U 00pa30BaTEIBHBIMU ITPAKTHKA-
MH, OINHCAaHBI PHCKH, COIHUANBHO-(IIOCOPCKHEe MpobaeMbl. TeHIeHINT HHTErpanuy
TeHeTHKHU B 00pa30BaHME PacKPHITHI KaK MIPOSBICHUE TPEHa Ha MHAWBUIYaIH3ALHIO
pu (GOPMHUPOBAHUH «TOYHOI'O OOPA30BAHMSA», CTPOSIIETOCS MO MOIETH MEepCOHAIH-
3UPOBAaHHOW MEIWIMHBL. BBIIENTeHBI METONOIOTMYECKHe M3MEHEHUS W HAlpaBIICHUS
TeHETUYECKHX HcceoBaHuii B cepe obpasoBanust. OmcaHbl (HakTOPbI, TOPMO3SIIHE
HMHKOPIIOPHPOBAHUE PE3YyJIbTATOB T€HETHUSCKUX HCCIEAOBAaHUH B 00pa30BaTEIbHEIC
MIPAaKTHKH. BBIEICHBI acleKTh! MPOSBIICHKS IIPOIecca TeHETH3AIMK IIOHUMAHMS [IPH-
POABI YeloBeKa B TEOPHU 00pa30BaHMS M TPAKTOBKM 0Opa30BaHMS KaK COILHAIBLHOrO
nHcTHTyTa. [lpn ommcanmm corpanbHO-(GIIOCOMCKUX MPOOIEeM yJacTusi TEHETHKH B
pa3BuTHH 00pa3oBaHUs 00OCHOBaHA HEOOXOIUMOCTh CONMAIBHO-TYMAHUTAPHOH JKC-
TIEPTHU36I IPOEKTOB, CBA3AHHBIX C UCIONB30BAaHIEM I'€HETHICCKHX JAaHHBIX U MOIXO0B
B TEOPHU U NPAKTUKE 00Pa30BAHUSL

Knroueswie cnosa: renernka, obpazosanue, punocodust odpasoBanus, 00pazoBa-
TEIbHBIE Pe3YIBTATH], IPOLecC 00pa30BaHNs, COIMATBHO-TYyMaHUTapHAas! SKCIIePTH3a.

BBenenune

XXI Bek cozgan CIOKHBIE TPAeKTOPUU MPUMEHEHUS Pe3ybTa-
TOB HCCJIEJOBAaHUSI HACIIENCTBEHHOCTH B Pa3lUYHBIX cepax >KU3HU
obmiecTBa. 3HaUCHUE TEHETHKH, MO3BOJAIONICH IETaTu3upoBaTh 00b-
SICHEHHUsI TIPOILIECCOB POCTA, Pa3BUTHUS, (PYHKIMOHHUPOBAHUS OpraHM3-
MOB B HOpPM€ U NATOJIOTUH, CTAPEHHS U CMEPTH, B COBPEMEHHOM MHUpPE
HE OrpaHMYMBAETCS MPUMEHEHHEM €€ 3HAaHUI B OMOMEAWIIMHCKUX



HayKax, KOMIUIEKCE CeIbCKOXO3SHCTBEHHBIX IUCIMILIAH U COOTBET-
CTBYIOUIMX TMpPaKTHKaX. 3HAHWUE MOJEKYJISPHO-TEHETUYECKUX OCHOB
HOPMaJIbHBIX M MATONOTHMYECKHX IPOSBICHUH NMPU3HAKOB MO3BOJIET
CpeACTBAaMH TEHETHYECKOH HH)KEHEPHH IPETEH0BaTh Ha KOHCTPYH-
POBaHUE KHUBBIX 00BEKTOB C 33JaHHBIMH CBOWCTBaMH.

VYcnexu reHeTHKH YeJIOBeKa MO3BOJISIOT BBIBIATH, MpEAyIpe-
XKIaTh U JICYUTH 3a00JIeBaHuUs, CBA3aHHBIC C TEHETUYECKON MPUUWH-
HOCTBIO, CO37aBaTh MOJEKYJISIPHO-TEHETHYECKUE MOJIEU Ha TOMYJIs-
UUOHHOM M WHAWBUAYaJbHOM ypoBHE. [IpH 3TOM BO3HHKAaeT CHEKTP
STHYECKUX TPOOJIEeM MPUMEHEHHS METOJOB, HCHONb3YEeMBbIX B Hayd-
HBIX, JUarHOCTHYECKUX M TEPAIeBTHYCCKUX ILesAX (TeHeTHYeCKUit
CKPUHUHT M TECTUPOBAaHUE, I'CHEATOTHUECKHE HCCIIEIOBAHMUS, MPEHAa-
TaJlbHasl TUAarHOCTHKa). Duitocopckre U ITHKO-TIPAaBOBBIC MPOOIEMBI
TCHHOM Tepalmuy TeHOMa COMAaTHYEeCKHX KJIETOK YeJIOBeKa, IeHoMa
TepPMHUHATHUBHBIX KJIETOK, 3UTOTHl M YMOPHOHA HA PaHHHUX CTaTUSIX pa3-
BUTHS BBI3BIBAIOT IUCKYCCHU OTHOCUTENBHO JOMYCTUMOCTH U MOCTEN-
CTBHH MPAKTUK NPUMEHEHHUS TeHETUIECKUX 3HAHUH U TEXHOJIOTHYECKHX
BMEILIATEILCTB B YEJIOBEUECKYIO TPUPOAY AJIS YAYULICHHS YeI0BeKa.

I'enervka 1eMOHCTPUPYET BBHICOKUI SBPUCTHUECKUN MOTEHIIHAI
Il MEXIMCHUIIMHAPHOTO CUHTE3a 3HAHWH U MPOOJIEMHO OpPUEHTHPO-
BaHHBIX MIPAKTHYECKUX peleHni. KoMIeke conuanbHO-TyMaHuTapHbBIX
JUCLUUIUIMH HE MOXKET HE WCIBITHIBATH BIIMSIHUSL Pa3BUTHUsI T€HETHYE-
CKHX HMCCIICIOBaHMM, HAMPaBJICHHBIX HA MPOSICHEHHE CBS3H T'€HETH-
YeCKUX pasfiuuuil MEXIy JIIOIbMHU C PasiHyMsSIMU B TIOBEACHUH U COLH-
IBHO-DKOHOMHYECKHMH PEe3yJbTaTaMi. JTO HallpaBlIeHUEe MAaPKUPYETCs
KaK «colualibHasi reHeTuka» [1]. MeXIuCunIIMHapHBIi CHHTE3 TeHe-
TUKU ¥ COLMAJbHO-TYMaHUTAPHBIX HAYK MMEET IEePCIEKTUBEI, HO CO-
NOPSOKEH CO 3HAYMTENBHBIMH TPYIHOCTSIMU M puckamu. «Hampumep,
OCO3HaHHUE TOTO, YTO YKM3HEHHBIH YCIIEX OTYaCTU SIBJISETCS Pe3yJibTa-
TOM T€HETHYECKOH JIOTEPEH, MOJHUMAET HOBBIE BOINPOCH! HE TOIBKO O
JeXAIIMX B €r0 OCHOBE MEXaHNW3MaX, HO TaKXKe O CIIPABEATUBOCTH H O
TOM, KaK JOJDKHO BBITIACTH KeNaTelIbHOE pacipeeieHne 0orarcTaa
B oOmecTBe. B 3TOM cMbIcie reHeTrka nogo0Ha APYrUM HOBBIM HHCTPY-
MEHTaM, KOTOpbIe MPOHUKIN B COLMAIbHBIC HAYKU 3a MOCIeTHHUE He-
CKOJIBKO JICCATHIICTUH (Hampumep, SKCIIEPUMEHTBI, TEOpUsS UTP HIIH
HEeWpOOMOIIOTHs), KaKAbIi U3 KOTOPBIX CIIOCOOCTBOBA Oojiee peanu-
CTUYHOMY NIOHUMAaHHIO YeJIOBEUECKOTO MOBENCHNUS U (YHKIIHOHUPOBA-
Hus obmmecTBa» [1, p. 567]. IIporpecc 3HaHMii B 00IaCTH TE€HETHKH, He-
CMOTpS Ha KPaiHIOI CIIOXHOCTb IyTeH OT TeHOTHUNa K (PEeHOTHITy, Ha
HEOOXOJMMOCTh Yy4eTa BIMSHUS CPENOBBIX (PAKTOPOB, BIMSAET KaK Ha
KOMITJIEKC COLMOTYMAaHUTAPHBIX HAayYHBIX HAalpaBiCHUH, BKIIOYas B
WX METOAOJOTMYECKUI ammapaT MOIXObl, BHI3BAHHBIC YHUBEPCAJb-



HOCTBIO MOJIOKEHUI T€HETUKH, TaK M Ha aKTyaJlbHbIE PELICHHS KOO~
THYECKUX, ICUXOJIOTMYECKUX, COLUOIOTHIECKUX MTPOOIIEM.

Hapacraer oOpamienne k reHeTHuecKd OOOCHOBAHHBIM HCCIIe-
JOBaHMIM B 00J1acTH 00pa30BaHus, AJIsl KOTOPOTrO BakKHA JeTalIN3aLlus
MIPECTABIIEHUI O HACIEICTBEHHON T'€TEPOreHHOCTH, O POJIU U TIpee-
JlaxX CPEAOBBIX BO3IEHCTBUI Npu (HOPMHUPOBAHUY TOBEIECHY ECKUX MPH-
3HaKOB. B3anmHas penenims akTyalbHbIX TEHETHUECKUX MPEICTaBICHUN
U KOMIUIEKCa HayK 00 0Opa3oBaHUM MPOUCXOIOUT B 00JIACTH, KOTOpas
MOXeT OBITh Ha3BaHa «00pa30BaTENbHON T'€HETHKON» HIIH «Ielaroru-
YECKOM TeHETHKOI», a ee MpeIMET MOXET OBbITh ONMMCaH Kak IeHeTHYe-
ckre QakTophl, BIMSIOIINE Ha MPOLECcC U pe3yabTaT o0yueHus. Passutue
TEHETUYECKUX METOJIOB, pacHpOCTpaHEHNE MOJTHOTECHOMHBIX CpPaBHH-
TENBbHBIX HCCIEN0BAaHUM, IOCTYHMHOCTh MOJIEKYISIPHO-TE€HETUYECKUX
JaHHBIX, B TOM YHUCJIE B PaMKax MOTPEOUTENLCKOM I€HOMUKH, CTUMY-
JUPYIOT OOIIECTBEHHBIM MHTEPEC K BOMPOCaM COOTHOLICHUS T'€HETHU-
YECKUX M CPElOBBIX (PAKTOPOB M AENAl0T TeHETHUECKUE MpEACTaBIIe-
HUSl 4aCThI0 MAacCOBOW KYIBTYPHI. DTO OOCTOATEIHCTBO HE MOXKET HE
CKa3bIBATHCS HA TEOPUH 00pa30BaHMUsl, IOHUMaHUH MTPUPOJBI YeTIOBEKa
Kak cyObeKTa 00pa3oBaHMs, HA MAacCOBBIX 00pa30BaTEIbHBIX MPAKTHU-
Kax U (yHKUMOHHPOBAHUHU 00pa30BaHM KaK CHCTEMBI.

Lenpro maHHOM CTAaTBU SIBIAETCS CHCTEMHOE IPECTaBICHUE
aKTyalbHBIX W TEPCHEKTUBHBIX HalpaBIeHWH HCCIeIOBaHUM, pac-
KPBIBAIOLMX MOTEHI[MAJ TEHETUKH JJIsl PAa3BUTUS TECOPUU U MPAKTUKH
00pa3oBaHUs, BBIABICHHE PHCKOB M OIpAaHUYCHHH TPUMEHEHHS pe-
3yJIbTaTOB HCCIIEI0BAHNS HACIEACTBEHHOCTH.

TenaeHuus HHANBUAYAIHU3AIUMUA KAK TPEH/I Pa3BUTHUHA
06pa30BaHI/IH M MCIUIUHBI. POJIb T€eHETUKHU

WunuBuayanu3anus (CHHOHMMBI IIEPCOHAIU3ALUSI», <IIEpCOo-
HU(UKAIMA») KaK BeIyllas TCHACHIHS HAayYHO-TEXHOJIOTHYECKOrO U
COLIMAJILHOTO Pa3BUTHA O0BEANHSIET BEKTOPHI Pa3BUTHS OMOMEIHUIIH-
CKHX HayK W 3IpaBOOXpaHEHH:, a TaKKe TEOpUH M MPaKTUKU o0pa3o-
BaHUS, U MPOSBISAETCS B MEpExXoJe OT MEIUIMHCKUX U 00pa3oBaTelb-
HBIX PELIEHUH «JJIs BCEX» K MOHMMAaHUIO 3HAYMMOCTH HHIUBUAYaJIb-
HOTO MOAX0Aa K IUarHOCTHKE, MPOQUIAKTHKE, JICYCHHIO, K CO3IaHUIO
YCIIOBUH AJIS peain3alui 00pa3oBaTeIbHBIX BO3SMOXHOCTEH HHIMBUA.

[epconanuzanus B MegunuHe 6a3upyercs Ha 3HAHUSIX O TEHOM-
HBIX MIPEAUKTOPAX M MMOCTTEHOMHBIX MapKepax pa3iUyHbIX 3a00JIeBaHUI
[2]. B nuTepatype CHHOHMMaMH CIOBOCOYETaHHS «IIEPCOHATU3HPOBAH-
Has MEAWIIMHA» BBICTYNAIOT CIEAYIOIINE BApHAHTBI: «METUIIMHA, OCHO-
BaHHAs Ha T'CHOTHUIEY», «HMH()OPMAIIOHHO OOOCHOBaHHAs»; T€HOMHAs



(genomic medicine); memuuuHa moj 3akazumka (tailored medicine);
«ME/IMIIMHA MPerapaToB T'eHeTuuecKoro aeicTeus» [3]. B ocHoBe mepco-
HAJIM3UPOBAHHOM MEIUIMHBI KaK MOAEIH MOCTPOCHHUS MEAULIUHCKOMN
MOMOIIH JISKUT Y4EeT MHIANBUAYAJIbHBIX TEHETHYECKUX OCOOCHHOCTEH
IOpU ompefesicHuH JIeYeOHBIX, IUAarHOCTHYECKUX M MPEBEHTUBHBIX
cpeactB ans 3¢¢GeKTUBHON NMpodUIaKTUKU U JiedyeHus. JaHHble o re-
HoTHUIME (TeHETUYECKHE MACIOpPTa», KIeHETHUSCKUE MPOQUIN») CTa-
HOBSTCS MHCTPYMEHTOM ONPENEICHNS TPOUCXOXKAECHHS U COCTaBa TEHOB,
ocoOeHHoOcTell MeTabonu3ma, peakuuid Ha JIEKapCTBEHHBIE CPEACTBa,
YCBOGHHMS] BUTAMHHOB Y MUKPORJIEMEHTOB, MHUILIEBBIX IPUCTPACTUHN U T.1I.

HHTepec K MCHONB30BAaHUIO TEHETHYECKUX HCCIIEAOBaHUM B 00-
pa3oBaHUM ONpeNeNsieTcss TeM, YTO 3HAHHWE TeHETHYECKOTo MpOQHIIL
TPAaKTyeTCsl Kak BO3MOXKHOCTh BBISIBUTH MHIWBHUAYaJIbHbIC MPEIpacio-
JIOKEHHOCTH K ONpeeTIeHHBIM BUaM CIOpTa, CHOCOOHOCTH K HayKe U
HCKYCCTBY, ONpPEACIUTH JIN4HbIe KadecTBa [4]. [IepcriekTHBEI «11epco-
HAJIM3UPOBAHHOTO 00pa30oBaHUsA» (CHHOHMM «TOYHOE OOpa3OBaHUE»)
paccMaTpUBaIOTCS KaK 3aBUCSINNE OT BKIIOYCHHUS T€HETHKH B Teope-
THYECKHE OOBSCHHUTENbHBIE MOJEIN 00pa30BaTEIbHBIX MPOLECCOB U
pe3yAbTaToB. | eHeTnueckie TaHHbIE MPEACTABISIOTCS KaK CIIOC00 ONTH-
MH3aIUH 00pa30BaTENbHBIX MPOIECCOB [5] M TOCTHKEHHST MaKCUMAJTb-
HBIX 00pa3oBaTeNbHBIX pe3ylbTaTOB. B3amMoneiicTBue menaroros,
poauTeneil U SKCIEpTOB-TEHETUKOB CIIOCOOHO B IEPCIIEKTUBE H3MeE-
HUTH 00pa3oBaTeNbHBIC IPAKTHKH, HApUMep, MpopopUeHTalnOHHBIE
MEpOIpUATHs, BEIOOP 00pa30BaTENbHON CIENHUaIU3alud U METOIHMK
00yUeHHSI.

CTOpPOHHHMKH IIMPOKOW WHTErpalliil TeHETHKH B 00JacTh oOpa-
30BaHMs (PAaKTUYECKH MPOBO3IJIAIIAIOT MEPCIEKTHBB (HOPMHPOBAHUS
TOYHOTO 00pPa30BaHUSA», CTPOSIIETOCS [0 MOAEIH KIEPCOHAIN3ZHUPO-
BaHHOM MEAMLMHBI». PabOTBl HM3BECTHOTO TEHETHKA IOBEICHHUS,
npodeccopa Koponesckoro xomnemxa Jlongona Pooepra [TnomuHa,
MOCBSILICHHBIE HCIOJIb30BAHUIO T'CHETHYECKUX IAaHHBIX B 00pa3oBa-
HUH, SBISIOTCA MPHUMEPOM TOTO, Kakasl TpaHc(opMmanus MOXKET OXKH-
JaTh 00pa3oBaHME MOJ BIMSHUEM BBHICOKOTEXHOJIOTHUHBIX METOIOB H
pe3yIbTaTOB MOJCKYISIPHBIX HcclenoBaHuii. B padore 2013 r. [6]
[TmomMuH U ero coaBTOp MPOBO3TIACHIN (POPMUPOBAHHE «T'CHETHYECKH
WH(POPMHUPOBAHHOTO IIKOJIBHOTO 00pa30BaHHUA», KOTOPOE HCIOIB3YyeT
TeHETHYEeCKHUEe JaHHBbIC ISl ONpeleNieHusl PUCKOB Pa3BUTHUSl Hapylle-
HUI ToBeneHUss U oOydenus (takux kak CJIBI' wmm mucnekcus), a
TaKxe A5l pa3paOOTKU MHAUBUIYaTbHBIX 00pa30BaTENbHBIX TPAEKTO-
PHii, YIUTBHIBAIOIMX CUIIbHBIC U ciabble CTOPOHBI o0yyarommxcs. M3-
BECTHO IMpOBOKaTHBHOE 3asgBieHue P.Ilnmomuua B kumre «Kax JJHK
JeaeT HaC TeMH, KTO MbI ecTb» [7]: «IlIkombl BakKHBI, HO OHU HE UMe-
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IOT HUKAKOrO 3HaueHUs». Ecim B NepcoHAIM3UpPOBAHHON MEIHIIIHE
reHeTHuecKas M WHas OnoMapkepHas MH(OpPMAIs UCTIONb3YeTCs IS
augGepeHIray MaMeHTOB Ha OTICIbHBIC KaTErOPUU JUISl WH/VBH-
IyaJH3UPOBAHHON JIMArHOCTHKU W JICYCHHUS, TO B KTOYHOM 0Opa3oBa-
HHUU» OMOJOorHYecKas HHOPMALUS UCTIONB3YeTCs s IEPCOHATM3AIMI
00y4YeHHsI B COOTBETCTBUU C T€HETUYECKUMHU MPEIPACIONOKECHHOCTIMI
oOyuaronmxcs. B mepcoHann3upoBaHHON MEIMIIMHE YITy4IICHHE 3]10-
POBbBSI TIPEATONATACTCS ITyTEM BBICOKOTEXHOJIOIMYHBIX, WHIIMBUyaITH-
3UPOBAaHHBIX BMEUIATEIBCTB, AHAIOTUYHO B TCHETHYECKH TTEPCOHAIN3H-
POBaHHOM 00pa30BaHMM BHUMaHHE COCPEIOTOYMBACTCS HA BBISBICHUN
TEHETHYECKOTr0 MOTEHIIMANA OTICIBFHOTO YEeNIOBEKa M €ro Pa3BHTHH B
00pa3oBaTenbHOH cpere.

OcTOopoyKHAs TIO3ULUS 10 OTHOLICHHIO K MCIOJIB30BAHUIO T'eHE-
THUYECKUX JIaHHBIX B 00pa30BaHMU JICNACT aKIICHT Ha OMOCOLMAIbHBIN
xapaktep oOpa3oBanus [8] u, He MCKIIOYasi BHUMaHUS K OHOJIOrHYe-
CKMM JaHHBIM, CKOpEe OPHUCHTUPYETCS Ha MCIOJIb30BaHHE OMOJIOTH-
yeckoil MH(popManuu u3 snureHeruku [9] m HelipoOumonoruu, pac-
CMOTpPEHHE KOTOPOW OCTaeTCs 3a MpeieliaMH JaHHOH PaOOTHI.

DOnMreHeTHka, oOpallaromascs K BIUSHUIO (aKTOPOB OKpY-
JKAIOLICH Cpe/ibl HA TCHETUYECKHE MEXaHW3MbI U NpETCHAYyIomas Ha
aKTyaJH3alUI0 OCMBICICHHS TUXOTOMUU «OMOIOTHYECKOE — COIMAIIb-
HOE», MPE/ICTABIISIETCS UCCIIEA0BATENSIM 00pa30BaHIsI OCHOBAHUEM IS
KOHIISNITYaJIbHOrO BUJICHUSI TCHETUYECKHX (DAKTOPOB, a TEHETHKaM —
JMCIMIUINHOM, TO3BOJISIIOIICH OLEHUTHh poib oOpa3zoBanus. [loHnma-
HHE TeHOMa KaK OMOCOLMAILHOTO ()EHOMEHA B SIIMTCHETHYECKOM IO~
XOJIe YCTaHABIMBACT MHOXXECCTBCHHBIC KOPPEIHPYIOIINE BO3ICHCTBHS
MEXIy OKPYXKAIOUIMMH OPTaHU3M CpElaMH M MOJICKYJISPHBIM YpOB-
HeM. B3aunmopeiicTBre TeHETHKHU ¢ OKpYXKaIOIIeH cpeioii TpedyeT yue-
Ta KOHTEKCTa, B TOM YHCJIe 00pa30BaTEIbHOTO. DIMUTCHETHYCCKUE HC-
CIICIOBAHHS TPAKTYIOTCSA KakK ()aKTOp HM3MEHEHHs KOHIETTYaJbHOTO
MOAX0/1a K ONPE/ICNICHUIO COLMAIBLHOIO PaBEHCTBA, OTBETCTBEHHOCTH,
CIIPaBEIMBOCTH KaK (DEHOMEHOB, 3HAYMMBIX JJIsi 00pa30oBaHHs. DIH-
TeHEeTHKa 00JIaIaeT MOTEHIIUAIOM CHSTHSI KPaiHOCTE IeHEeTHYeCKOro
JIETePMHUHU3MA, C OJHOW CTOPOHBI, ¥ TTAHCOMOIOru3Ma — ¢ ipyroi [10],
HO 3TOT MOTEHIMAT ¥ (paKTOPBI €ro pPeatn3aliy HY)KIAlTCs B TOMOIHH-
TEIFHOM HCCIICIOBAHUH, B CTPOrod (PUKCAIMU MPEIEIOB TIEPEOCMBICIIE-
HUSl COIMAIbHBIX (DEHOMEHOB IO/ BIMSHHEM BKIIOYCHHS T'CHETHYe-
ckoit napopmanuu [11].

Takum 00pa3oM, NepcOHANM3ANUS KaK TPEHI Pa3BUTUS MEIU-
IIMHBI 1 00pa30BaHUsI COCPEIOTOYMBACT BHUMAHHE, CKOpee, HE Ha COLH-
aJTbHOM, a Ha MHJMBHYaJbHON pa3MEPHOCTH 30POBbS U 00pa30BaHM,
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YTO CHHUMAET YETKYIO IPaHULy MEXAY MEAULMHCKOM T'€HETUKOU, CO-
UATBHON TEHETUKON U Meaarorunueckor reHeTHKOM.

I'eneTnka 1Jis1 TeopuM 00pazoBaHus

Buonoruueckn opueHTHpOBaHHAs MOIENb OOpa30BAHUA, YUH-
THIBAIOIIAsl WHAWBUIYaJbHBIC Pa3Nu4usi B KOTHUTHBHBIX CIIOCOOHO-
CTSIX, 00NaziaeT BBIPAKEHHOW LEHTPUPOBAHHOCTHIO HA WHIMBUIYallb-
HocTH. MHIUBUAYaIbHO OPUEHTHPOBAHHOE BOCHHUTAHUE M OOydYeHHE,
OCHOBAaHHOE Ha NMOHUMAaHWUHM TEHETHMYECKHX NMPHYUH MOBEACHUS, Oue-
BUIHO, HYXXAAeTCs B TMPOSCHEHWH (PHIOCOPCKUX OCHOBAHWH M TO-
CTPOCHHMH Pa3BUTOW TEOPETUUECKOH 0a3bl, CBA3BIBAIOIICH MOJIEKYIISP-
HBIHA ¥ (peHOTHNHYECKUIT YPOBHH.

Bospacraromas JOCTYyMHOCTb TEHETHYECKOM WHGOpMauuu u
000CTpeHHOE BHUMAHHUE K HEH BCTPAaMBAaIOT T'€HETHYECKUI KOMITOHEHT
B BOCHpHATHE UAEHTHYHOCTH. CyOBEKT, pacCMOTPEHHBIH KaK HOCHU-
TeNb ONPEAETICHHBIX NMPHU3HAKOB, CBSI3BIBACTCS HAJIMYMEM TE€HETHYe-
CKHX XapaKTEPUCTHK C COLHUAIBbHBIMHU TPYNIIAMH. CEMbEH WM STHO-
COM, H, OTHOBPEMEHHO, TUCTAHIUPYETCS OT HUX B CHILy T€HETUYECKOU
YHUKaJIbHOCTH. BKJIIOUEHHWE TEHETHYEeCKUX IUCKYPCOB (hakTHUecKH
CO3JaCT HOBBIM S3BIK ONMCAHUS OHTOJOTMYECKHX BOIPOCOB WHAWBU-
IOyaJbHOW M COLMAJIbHOM MAEGHTUYHOCTH. [IporcxomuT pekoHmenTya-
JU3alMs YHUKAIBHOTO, aBTOHOMHOTO CyObeKTa, BKIIIOYAIOMIasi aKIeH-
THI HA O0ILEH MOJEKYIAPHOI MaTepHaIbHOCTH, IPEACTABIIAA YEIOBEKa
OJHOBPEMEHHO KaK HOCHUTEN OOIIero reHeTHYecKoro Koga u obiana-
TEJs YHUKANBHBIX TeHETHUYECKUX ocobeHHocTel [12, p. 8].

Jnsi menaroruyeckod Teopud Kak 0Oasuca 00pa3oBaTeNbHBIX
MPaKTUK BaKHa MpoOJeMa WHIAMBUAYAJIBHBIX paziauuuii. CooTHOILIe-
HUE HACJIEACTBEHHOCTH M CPENOBBIX BO3ACHCTBHU B (popMHpOBaHWHU
MPU3HAKOB UHAMBUAYAJIBHOCTH SIBJSIETCS MpenaMeToM (riIocodckoro,
AQHTPOIOJIOTHYECKOT0, TICHXOIOTHIECKOr0, MeJarornueckoro AUCKYyp-
ca ¢ MOMeHTa (OpMUPOBaHMS 00pa30BaHMs KaK COLUAIBHOTO MHCTH-
TyTa ¥ IEMOHCTPUPYET 3aBUCUMOCTH OT 0COOGHHOCTEH HCTOPHYECKOTO
BpEMEHH, TPEACTaBICHUN CONMaIbHON (unocopuu, MOTUTHYECKOH
¢mnocopun n punocodpun oOpazoBaHUs, a TAKKE YPOBHS Pa3BUTHUS
OMONOrMYECKUX 3HAHUH.

Hcnonb3oBaHue reHeTHYECKUX OCOOEHHOCTEH Uit OOBSCHEHUS
pasnuuuii B 00pa3oBaTENbHBIX MPOIECCaX U PE3YNIbTaTax Cpeau Jroaci
WIN TPYII, XUBYIIUX B HEPaBHOH oOpa3oBaTelbHOI cpene, SBIsEeTCs
KpaliHe HempocToi 3anadell. I'eHeTHuecKkne Bapualuu JeiCTBUTENBHO
CYLIECTBYIOT, TeHETHUYECKHE Pa3INyusl — 3TO peanbHocTh. OMHAKO He-
BO3MOXHO M30JHPOBaTh 3()(EKTH TeHETHUECKUX Pa3Nu4Uid OT BIHSI-
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HUSI CPENOBBIX (PaKTOPOB, B TOM YHCJE OT TaKMX TPYAHO HalOmomae-
MBIX, KaKHMH SIBIISIIOTCS OCOOCHHOCTH CEMEHHOr0 BOCIIUTAHMS MU
BIIMSIHUE 3HAUNMOTO OKpYKeHHS. T0, Kak IMEHHO FeHETHYECKUE BapH-
aHTHI CBS3aHbl B ONPECIIEHHOE BPEMS Y ONPEIEIEHHOIO YENOBEKA C
00pa3oBaTeNbHBIM TOBEACHUEM U 00pa3oBaTENbHBIMU PE3YNIbTaTaMU,
MOXXHO Ha3BaTh COLHMAIbHBIM (aKTOM. BakHO, YTO TeHeTHYecKoe
BIIUSIHUE — ATO HE TO )K€ CaMOe, YTO T'€HETHYECKUH AETEPMUHU3M U
YTO OKpY’KaloIllasi Cpe/ia MMEeT He MEHbIIIee 3HaYCHHE, YeM TeHbI [6].

O6patum Taxke BHUMaHHE Ha TO, YTO CPEAOBBIC BO3JACHCTBUS
HE JEWCTBYIOT UCKIIOUUTENIBHO B MpENenax ONHOro moxoneHud. Pac-
clloeHHe Mo 00pa30BaTEIbHBIM BO3MOXHOCTSIM HMEET HCTOPHIO H
MHO>KECTBEHHBIE TPUUUHBI, IEMCTBYIOIINE B Yepeie OKOJIEHUH. DKo~
HOMMYECKHE, COL[MAJIbHBIE U MOJUTHYECKHE BOZMOKHOCTH pOIUTENEH
MOJ/IepKUBAaTh 00pa30BaTENbHBIA MpOrpecc y AeTed, HANpPaBIATh HX
KOTHUTHBHOE DPa3BUTHE CO3JAIOT pPa3HOHAIpaBJICHHbIE KOMOMHALIUU
OMONOTMYECKUX U CPEedOBBIX MpoueccoB. Hampumep, mpu aHammze
BIIMSIHUSL 00pa30BaHUS POAUTENECH Ha N3MEHEHNE TeHETUIECKUX U Cpe-
JOBBIX Bapuauuii mHAekca Maccel Tena (MMT) ot muageHdyecTBa 10
CTapoOCTH B Pa3HBIX reorpa)MuecKHX W KyJIbTYypHBIX pErHOHaxX ObLI
cHeNaH BBIBOJ O TOM, 4TO OoJjiee HU3KUI ypOBEeHb 00pa30BaHUs POIU-
Tenel cBszaH ¢ 6onee BoicokuM cpeannM UMT u Gonbiueit reHeTnye-
ckoii BapuabenbHOCTEI0O UMT mocne paHHero AeTcTBa, OCOOCHHO B
cpeze, cnocoOCTByOIEH OXHpeHHUI0. B3aumonelicTBre MEXIy reHe-
TUYECKOM TNPEAPACIOI0KEHHOCThIO, COLMAIBHOM cpenod AeTcTBa U
MaKpOCOIMAJIBHBIM KOHTEKCTOM OKa3aJoCh BAJKHBIM JJISI COLIMAIIBHO-
sKoHOMHUUecKuX pasnuunii B8 UMT [13].

Peanuzanus nenn oOpa3zoBaHUs — pa3BUTHE JIMYHOCTH — TpeOyeT
aKTyaJIM3allik TOHUMaHUS CyObekTa 00pa3oBaHMs, JHUYHOCTH O0Y-
YaloIIEerocss B COOTBETCTBUU C HOBEWIIMMM HAyYHBIMH IOJXOJaMHU,
($hopMHUPOBaHHS JINUYHOCTHO-OPUEHTUPOBAHHON TI€AATrOTMKH, YYUTHI-
BaloIIel COBPEMEHHbIC JaHHbIE O (aKTOpax M JBIKYIIMX CHJIax pas-
BUTHS JINYHOCTH, BKIIOYAs JaHHBIE O OHMOJIOTMYECKOM IOTEHIIHAale
JIUYHOCTH U TIOJIXOBI K HEMY.

I'eneTnka MHIMBUAYAJLHOCTH
AKTYaAJIbHBIH METOH0JIOTHYEeCKUIl KOHTEKCT

Hayunble Tpaguuuy paccMOTpeHHS MPUYUH U CYTH MHIUBUIY-
QIBHBIX PA3JIMYMiA CTANN CKIaJbIBATHCS MPAKTHUECKU MapajiebHO CO
CTaHOBJIEHHEM T'€HETHKH KaK HayKH O HACJEICTBEHHOCTH. KOHLEMIIHU
®. NapTOHA O HACTIEACTBEHHOCTH, YUCHHE O MHOXKECTBEHHBIX (PAaKTOpPax
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P. ®umepa, K. Masepa u J[x. JxuHKCa, METOONOTUs U3yUEHHsI Ha-
cnenoBanus 4epT ncuxuku dyenmoBeka H.K. KombioBa, yuenue
C.H. [JaBuneHkoBa 0 «mapagokce HEPBHO-ICUXUYECKON IBOIOLUN» —
BOT JAJIEKO HE MOJHBINA MEPEeYeHb MO3UIMN, BOZHUKAIOLIUX MPU CTAHOB-
JICHUA HAy4YHOTO MOJX0/Ja K MHOTOBEKOBOHM MpPOOIEME COOTHOIICHUS
OHMOJIOTMYECKOTO ¥ COIUATBHOIO MPUMEHUTENHFHO K MHIIUBUIYATBHO-
ctu. [lo Mepe pa3BUTHS PEIMETHON 00JACTH T'€HETHYECKUX HCCIIEIO0-
BaHUI UCIIOIB30BAHUE TCHETUYECKOTO SI3bIKA JJIsS ONMCAHUS Pa3Iudmid
B KOTHUTHUBHBIX CITOCOOHOCTSX M yCIIEBAEMOCTH 3aTParuBajio KOHIICT-
TyallbHBIC MPEICTaBICHUs 00 o0pa3oBaHmu. Tak, pacmpocTpaHEHUE
MPaKTUK UHTEUIEKTYaIbHOTO TECTUPOBAHUS BBI3BIBANIO 3HAYUTEIbHbBIC
CIIOPBI MEXAY CTOPOHHHMKAMH albTCPHATHBHBIX OOBSICHEHHI Pe3yilb-
TaTOB MPUMEHEHUS MHTEIUICKTYyalbHBIX TeCcToB, Hampumep B CIIA u
EBpone B Hauane XX B. TU KOHILIENITyaJIbHBIE AUCKYCCUH TIO TTOBOAY
Pe3yNbTaTOB TECTUPOBAHUS MUHTEICKTA Y JIIOJICH U3 Pa3HBIX PacOBBIX
U COIMANbHO-PKOHOMHYECKHUX TPYIII MOJPOOHO OMHCAHBI B JHUTEpa-
Type [14]. CriekTp 0OBSICHEHHH MPOCTUPATICS OT CBEACHHS PA3INIHi K
COLIMAIBHO-?KOHOMUYECKUM MPUYMHAM A0 KOHCTATAIMH Pa3dyuil B
OMOJIOTHH MEX]y TPYMIaMU, YTO UCIOIb30BANOCH JUIS ONMpPaBIaHUS
cerperauuy, MOJATBEPKACHUS PACOBOTO HEPABEHCTBA M OTrpaHUYe-
HHS MUTPAIHH.

He wmess BOBMOXXKHOCTH B OIpaHHYCHHOM IO O0BEMY TEKCTE
PaccMOTpETh ACTaIbHO UCTOPHIO IPUMEHEHHS TEHETHKH K MpoliieMam
0o0pa3oBaHus B TeUeHHE XX B., OTMETUM, YTO BCIUIECK BHUMAaHUS K
POTHM HACNEACTBEHHBIX pa3iavuuii B (OPMHPOBAHMU WHTEIUICKTAa Ha-
omopaercsa B 20-e rogpl XX B. Bo3pacraromee BHUMaHUE K TEHETHKE
B HAyYHOM M OOIIECTBEHHOM JUCKypcaxX IO MOBOAY 0Opa3oBaHHUS TO-
BBIIIACT PUCKUA BO3BPALICHHUS COMHEHUN B BO3MOXKHOCTSIX YIYYIIHUTH
Ka4ecTBO JKU3HH MOCPEICTBOM COIMAIILHO OPHEHTUPOBAHHOM 00pa3o-
BaTENbHON MOMUTUKU. HekoTophie aBTOPHI YTBEPXKIAIOT, UTO TaKHE
PHUCKH yKe CTalnu peanbHOCThio [15]. JlocTaTouHO BCIIOMHHTH JIBE pe-
30HAHCHBIE KHUTH, M3JIaHHBIE HENABHO. PaboTy aKaJeMUYECKOTO py-
koBoauTens bpyknuHckoro komemxa B yHuBepcutere Hero-Mopka
(CIIA) ®penpuka ne boepa «KyiabT yMHOCTH» W KHUTY aMEpHKaH-
CKOrO TMCHXOJIOra, CIeHuanucTa Mo reHeTruke noseaeHus Kotpun
[Teiimx Xapaen «['eHernueckast JoTepes», B KOTOPBIX 32 OTHPABHYIO
TOYKY NMPUHKUMAETCS TE3UC O TOM, YTO, IO KpailHel Mepe, HEKOTOPhIE
ACTIEKThl MHTEJUICKTa YeJIOBeKa 00YCIIOBIEHBI HACICACTBEHHBIMHU T'¢-
HeThuecKuMu pazaunuusMu. B kaure «KynbT ymMHOCTH» mpoBoO3ria-
IIaeTCsl, YTO B CHJIYy BapuaOebHOCTH KOTHUTUBHBIX CHOCOOHOCTEH
cucTeMa O0pa3oBaHUS HHUKOTJIa HE CMOXET CO3/IaBaTh pPaBHEIC BO3-
MOXKHOCTH JJIsl BCEX, U TOJBKO YHUUYTOXKEHUE KYJIbTa YMHOCTHU TO3BO-
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JIUT MPOBO3IIIACHTH HOBYIO LieNb 00pa30BaHMA. CO3JaHUE MUPA, B KO-
TOPOM HaWAETCS MECTO KaKAOMY, HE3aBHCHMO OT aKaJeMH4EcKHX
criocobHocteil [16]. OOpamiasick K HOBEHIIUM pe3yJbTaTaM IeHETHKH,
XapzeH moKa3bIBaeT HEOOXOIMMOCTh MPU3HAHUS POIU T€HOB B MHAWBH-
JyaJbHBIX Pa3iIMYUsX, MPU3bIBACT KOHIICNITYaIN3HPOBATh TCHETUUCCKYIO
MPEAPACTIONOKEHHOCTh K MOMYYEHUIO BHICOKOYPOBHEBOIO 00pa3oBa-
HUSl ¥ 3aHATHIO BBICOKOTO COLMAIBbHO-3KOHOMHUYECKOTO CTaTryca Kak
(eHOMEH «T'eHETHYECKOW yaaum», a He (aKTop MPEBOCXOICTBA HIIH
VHIUBHyaJbHYIO IEHHOCTH [17].

[TombITKN CBSI3aTh TEHETUKY C MOBEIEHYECKUMHU HPOSIBICHUSIMHU
WHANBUAYATBLHOCTH B cepe 0Opa3oBaHUs BCTPEUAIOTCS C ONACCHUSIMHU
0 TIOBOAY COLMANBHBIX MOCIEACTBUM, MOXKAIYH, aske Jalle, YeM Me-
JUIWHCKOE MPUMEHEHUE IeHEeTHYECKUX NaHHbIX. VHTerpanus reHeTu-
K{ U COLMAIIbHBIX HAayK, B TOM YHKCIIe HayK 00 00pa3oBaHUM, <HUIET MO
JIE3BHIO HOXA, C OOpBIBAMH EBI'€HUYECKOTO PHCKA C 0OEHX CTOPOH»
[18]. Omacenust ocHOBaHBI Ha MCTOPUYECKHUX (PaKTaX MCIIOIb30BAHHUS
TeHETHYECKUX HCCIICNOBAHUHN ISl ONpaBaaHusi oOpa3oBaTeNbHOM uc-
KPUMHHAIIMH B €BICHUYECKUX MPOEKTaX, a TAKKe Ha HEICHOCTH TOTO,
YTO UMEHHO B MEPCIEKTUBE ICHETHUECKHE 3HAHUS MOTYT JOOAaBUTH B
MOHUMaHHE CYTH OOpa30BATENbHBIX BO3ACHCTBUH W MOBBIIMICHUE WX
3¢ (HEeKTUBHOCTH.

HecmoTpst Ha omaceHus: M CyIIEeCTBOBaHHE KpaWHHUX IO3UIIHH,
OYEBUHO, YTO TOJHOCTHIO HTHOPUPOBATH T'EHETUUECKUE 3HAHUS 00pa-
30BaHMIO HE YJACTCS HU Ha YPOBHE TEOPHH, HA Ha ypoBHE o0Opaszo-
BaTEJIbHBIX NPAKTUK. BCIIOMHUM, 4TO HJIeH B3aUMOCBS3M I'€HETUKU
MOBEACHHS M TEOPHM 00pa30BaHMA Kak objacTeld HayyHOTrO 3HaHUS,
oOpararomuxcs K npobieMaTHKe COLUaNi3aluy U o0pa3oBaHus, pas-
BUBAJIMCh OTeUecTBeHHbIM reHerukoM B.I1. Ddpoumconom (1908-
1989). Ou BuET YA3BUMOCTD TIO3UIIUH COBPEMEHHON €My Tearoruku
B PaCCMOTPEHUH XapaKTEPUCTUK JINYHOCTH KaK Pe3yibTaTa CPEJOBBIX —
00pa3oBaTEIbHBIX U BOCIIUTATEIBHBIX — BO3IEHCTBUI MTPH (PaKTHUECKOM
WUTHOPUPOBAaHUU OuoreHernueckux ¢aktopoB. [To mueHnio Ddponm-
COHa, TIPH MPOCKTHPOBAHUH U PEATN3aLUH LEIEeHANPaBICHHBIX BO3-
JEeUCTBHUIA I paHHErO Pa3BUTHUSI OAAPEHHOCTH, HPABCTBEHHOI'O M OC-
TETUYECKOTO Pa3BUTUS JUYHOCTH, ISl MPOQUIAKTUKA aCOLUAIBLHOTO
MOBEZICHUSI BHIOOP CPEACTB BOCIUTAHMS, COLMATM3ALMH U O0YUEeHUS
JNOJDKEH MPOBOJMTHCS C yYETOM TOr0, YTO JIMYHOCTHOE pa3BUTHE
MPEACTaBIsAET CO00H CIIOKHYI0O KOMOMHAIMIO paBHO3HAYHBIX T'€HETH-
YeCKHX M CcperoBbIX (akTopoB [19]. IMeHHO MM ObLIa TpeioxkeHa
KaK caMOCTOsITelIbHass 001acTh HAYyYHOrO 3HAHHS Iefaroruveckas re-
Heruka. O00CHOBaHKE CIEUU(UKU MEJAarOrnYecKOol TeHETHKU CBs3a-
HO C ame/ursauuedl K HacleACTBEHHOW I'eTepOreHHOCTH YelOBEUYECKUX
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MOMYJSALIUN U K U30UPaTeIbHOCTH BOCTIPHSTHSI PEOCHKOM BO3JEHCTBUI
Cpenbl B CEHCUTUBHBIC MEpUOAb pa3BuTHi. B mosuimu DdponmMcoHa
peyb He LUla O MPUOPUTETE TeHETUYECKOro, a JIMIIb O CO3AaHUU YCIIO-
BUH JUIS1 HEHTPUPOBAHHOCTH TIEaroroB Ha KOHKPETHOM 00ydJaromemcs,
«9TOOBI B HEN30EKHO PAa3HOLIEPCTHOM KOJUIEKTUBE MEHEE IapPOBHUTHIC
HE YyBCTBOBaJIU ObI ce0s yIIEMJICHHO-HEMONMHOLCHHBIMH, CEPETHIKU
He oOpekanmuch Obl (haTaabHO Ha “AEMOOMIIM3AIINIO”, OTKA3 OT YCHIIHIA,
a 6oJee MOATrOTOBIIEHHBIE WIIM OJIaPEHHBIE MOJTyYaad Obl JOCTaTOYHYIO
Harpy3Ky, He W3JICHHUBAJIHCH ObI (KaK 9TO 4acTO MPOUCXOAUT C HUMH B
CpeIHEeH IIKoJIE), a TJIaBHOE — HE MPEHCIONHSUINCH Obl KOMILICKCAaMU
cBepxmonHorenHoctu» [19, c. 83]. Merononoruyeckuii apceHan mnena-
TOTMYECKOM TeHETHKH, MO0 DPPOUMCOHY, COCTABSIT METOABI MAaKCHU-
MaJIbHO paHHEro YCTAHOBIICHUSI COTHU PAa3JIMYHBIX BHUJIOB HACIIEACTBEH-
HOW OapeHHOCTH, METOMIBI ONTUMAJIBHBIX U HHAWBHIYaJIbHBIX CIIOCOOOB
WX MaKCHUMaJbHOTO pa3BuTus. [lo ero MHEHMIO, HA OCHOBE IEAaroru-
YEeCKOM TeHETHKH MPOU30MACT IIPUBUBKA PAHHEH CKIOHHOCTH MMECH-
HO K TOMY POAY HEATEIbHOCTH, KOTopas Hambojee OTHATOYHA s
JaHHOW JIMYHOCTH, MAaKCHMAJIBHO PaHHSS KOPpEeKUHs Oe3yCIOBHO-
OTPULATEIBHBIX JINYHOCTHBIX CBOWCTB, MPHUIIIYIICHUE U HAIPaBJICHHE
B JKEJIaTEIbHOM PYyCJie YCIOBHO OTPHIATEIbHBIX JIAYHOCTHBIX CBOMCTB»
[19, c. 102].

Pa3Butne ncuxoreHeruku, obcyxaatomei Gpakropsl GopmMupo-
BaHUS MOMYJSAIMOHHBIX Pa3lW4Mi, TPUBHECIO B AUCKYCCUU OTHOCHU-
TENBHO BKJIA/a TEHOB U CPEenbl Myl (aKkTOB M BBIBOJOB, CBS3aHHBIX C
OLIGHKOHN HACJEICTBEHHOCTH psAJa MPHU3HAKOB, 3HAYMMBIX B 00pa3oBa-
Huu. Hanmpumep, Meraananus uccienoBaHUi, BBITOTHEHHBIX 10 OJn3-
HELIOBOMY METO.Y, MPOAEMOHCTPUPOBAT BBHICOKOE CXOACTBO MOHO3U-
TOTHBIX OJM3HEOB MPaKTHYECKH MO BCEM HAOJIOAaeMBbIM MPU3HAKAM,
BKJTIOYAsl TAKHE CIIOXHBIE IIPU3HAKN KaK YPOBEHb 00pa30BaHus, U MOKa-
3aJ1, 4YTO TeHbI 00BsCHSIOT puMepHo 49% Bapuanmii cpenn sozeit [20].
Hnst ob6pa3oBaHUsl OrpaHUYEHHE MOJAOOHBIX BBIBOJOB CBS3aHO C TEM,
YTO CYIIECTBYIOIIAs B MCHUXOT'CHETHKE METONOJIOTHS Majo YTO MOXKET
MPOSICHUTH OTHOCUTENBHO BIMSHUS 00pa3oBaTelIbHON cpeabl. DTO Ka-
caeTcsi MeTaaHajn3a HCCICIOBAaHUH KOTHUTHBHBIX CIOCOOHOCTEH, a
TaKKe MU3y4YEeHHs] CHHAPOMa JIe(HUINTa BHUMAaHUS U THIIEPAKTUBHOCTH,
rZie pa3foKeHWe BapHaluil Mpu3HaKka Ha TEHETHYECKYIO U CPEJOBYIO
KOMITOHEHTBI MOYTH HE JaeT 3HAYMMOTO MpHpalleHdus HHGopMauuu
OTHOCHUTEIBHO 3(PPEKTUBHOCTH M PE3yAbTATUBHOCTH TEX HWIIM WHBIX
00pa30BaTEIBHBIX BO3JICHCTBUH.

C 3aBepuieHneM npoekTa «['eHoM 4YenoBexa» 00beMbl TeHETH-
YecKkoi nH(pOpMaLny, JOCTYITHOW ISl aHajn3a, 3HAYUTEIbHO BO3pOC-
nu. VI3MeHUIMCh 3ajaui TeHETHYEeCKUX HCCIeIOBaHUM AT cepsl 00-
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pa3oBaHUs. YYEHBIX CTaJl HMHTEPECOBATh BBIXOJ 3a IMpPeHeibl OLIEHOK
HACJICICTBEHHOCTH TE€X WJIM MHBIX MPU3HAKOB, BaXKHBIX IUIS TIOHUMA-
HUSl TIpoliecca W pe3yibTaToB 00pa3oOBaHMS, B CTOPOHY H3YYEHHS
B3aMMOCBSA3EH MEXAY KOHKPETHBIMH T€HETHYECKHMH BapHaHTaMHU
(«renamu-KaHIUOATAaMU») U KOHKPETHBIMH TpH3HaKamu. V3ydeHue
«TeHOB-KaHIHMJATOB» — TEHETHUYECKUX BapHaHTOB Ha OCHOBE HX
npennonaraeMod GYHKIMHM M TOCIEICTBHIA paboThl — 6a3upoBaIoch
Ha OrpaHMYCHHOM KOJIMYECTBE 00pa3IoB (10 HECKOJIBKUX COTCH y4acT-
HHUKOB HCCIICJIOBAaHHH), MMEIIO BBICOKYIO CTOMMOCTh 00paOOTKH TeHe-
TUYECKON MH(OPMAIIH, COAEPKAIO METOIOIOTHYECKHE OIIHOKH.

CraTuCcTHYECKH 3HAYMMBIC aCCOLMAIUN UCKAIUCh MEXIy T'eHa-
MU-KaHJUIaTaMd M PAOOM TNPH3HAKOB, 3HAYMMBIX Ul 00pa3oBaHUS.
[IpuBenem Heckonbko mpumepoB. Ilpu nccnenoBannu (yHKIMOHATH-
HOTO monuMop(hu3Ma B TeHe, KOAupyIoueM GpepMeHT MOHOAMUHOKCH-
nazy A (MAOA), meraGonu3upyrommid HEHpOTPaHCMHUTTEPHI, ObLI
cZIeNiaH BBIBOJ, UTO Y A€TEeH, OABEPTIIMXCS KECTOKOMY OOpaILIeHUIO U
HUMEIOIMX TeHOTHUI, 00eCIIeUnBAIOLINN BHICOKHI YPOBEHD DKCIIPECCHH
MAOA, pexe pa3BUBAIUCH aHTUCOLMAIBHBIE TPOOIEMbl. DTH Pe3yib-
TaThl TPAKTOBAJIMCH, KaK MPEeIOCTaBIIIONINE J0Ka3aTeIbCTBA TOrO, YTO
TEHOTUIIBI MOTYT CMSITYaTh YYBCTBUTEIBHOCTh ACTEH K OCKOPOICHHIM
OKpy>Karoren cpensi [21].

[Ipu uccnenoBanuu rena godaMHUHOBOrO perentopa D4 u rena-
nepeHocurka JopaMuHa akLUeHT Jeaics Ha X y4acTUH B Pa3BUTUHU
CHUHIApOMa JIeuLUTa BHUMAHUS C THIEPAaKTUBHOCTBHIO. B pesymbraTe
TECTUPOBAaHHMSI TOJMMOP(PHU3MOB B TeHaX, KOAUPYIOUHX TPU A0paMUHO-
Beix penentopa (DRD3, DRD4 u DRD5) u uersipe modamuH-
peneBaHTHBIX hepMmeHTa: THpo3uHTrHApokcuiasy (TH), nopamun-cera-
ruapokcunady (DbetaH), karexon-O-merunrpancdepazy (COMT), u
MoHoamuHOKcHaasy A (MAOA), He yaanock OOHApPYKHUTh 3HAYUMOI
accoLUaluy HU C OJHUM M3 TeHOTUIIMPOBAHHBIX OIMMOP(U3MOB, XOTS
HaOmo1anack TEHASHLS K MPEUMYIIECTBEHHON Nepenaye MapKepHOTO
aitenst DRDS mnunoii 148 map HYKICOTHAOB M MapKEpHOTO ajulelis
MAOA nnunoit 122 mapsl HyKJI€OTHIOB. ABTOPBI NPHUIILIA K BHIBOLY,
YTO HU OJWH M3 MPOTECTHPOBAHHBIX ajieleld He BHOCUT CYILECTBEH-
Horo Bkiaga B pasButue CJIBI', XoTs mis MCKIOUEHUS HEOOJBIINX
3¢ PEeKTOB KOHCTaTUPOBAJIACh HEOOXOMUMOCTh MCIOIb30BaHMS TOpa3ao
OoJriee KpyITHBIX BBIOOPOK [22].

[Ipu wuccnenoBaHuM MONTUMOPPU3MOB peLENTOpa apruHUHA-
Basonpeccuna 1A (AVPR1A), nepeHocumnka ceporonunHa (SLC6A4),
katexon-O-meruntpancgepassl (COMT), penentopa nopammua D2
(DRD2) u tuposunruapokcuiassl 1 (TPH1), npeamnonaranack ux cBs3b
C TBOPYECKUMHU MY3bIKAJIBHBIMU CIOCOOHOCTSIMH (COYMHEHHE, MMIIPO-
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BU3ALMS M/WIM apaH)KMPOBKAa MY3BIKH). BBLIO 1MOKa3aHO, YTO rarioTH-
el AVPR1A cBsi3aHBI CO CIOCOOHOCTBIO CITYXOBOT'O CTPYKTYPHPOBAHUS
MY3BIKY, ¥ BBICKa3aHO TPENIONoxKeHne 00 obumHocTr QyHKImNA (heHo-
TUIMYECKOTO CIIEKTPA COLHATIBHBIX HABBIKOB (COIMAIbHBIC CBS3H, aJlb-
TPYH3M, BOCIPUSATHE MY3BIKH U TBOPUECKHE MY3bIKAJIIBHBIE CIIOCOOHO-
cru), cBszanHbIX ¢ AVPR1A [23].

Kputnueckoe BocnpusTHE PE3yNbTaTOB MOJOOHBIX HCCIENOBA-
HUH, HallpaBJICHHBIX Ha MOUCK CBS3eH MEXIy T'eHaMH-KaHAWAATaMH U
OT/AENBbHBIMU MPU3HAKAMH, CBS3aHO C OTCYTCTBHUEM HAJEKHBIX CTAaTH-
CTHYECKU 3HAYMMBIX aCCOLMALUH, MOMYyYCHHBIX B XOA€ HE3aBHCHMBIX
SKCIEPUMEHTAIBHBIX TPOBEPOK PE3yNIbTaTOB. XapaKTepHBI HpuMeEp:
IpHU TOMBITKAX BOCIIPOM3BECTH OTMEUCHHBIE B MyONMKALMSIX CBS3U
renerndeckux BapuanToB (B renax DTNBP1, CTSD, DRD2, ANKK1,
CHRM2, SSADH, COMT, BDNF, CHRNA4, DISC1, APOE u
SNAP25) ¢ 00muM MHTEIIEKTOM HH OJMH W3 YKa3aHHBIX BapUAaHTOB
TCHOB-KaHAMJATOB HE MPOMIEN MPOBEPKY, NMOBTOPHUTH MPEIbIAYILUE
OlICHKM He yaanock [24]. Tlo mepe pa3BOpauMBaHMs HCCICIOBAHUI
TCHOB-KaHAMJATOB CTaJO MOHSATHO, YTO OONBIIMHCTBO PE3yJbTAaTOB
HCCNeIOBaHNUH, (PUKCUPYIOIIMX CBSA3M MEKAY OTIEIbHBIMH T€HETHYe-
CKUMH BapHaHTaMH U MOBEACHYECKMMHU (PEHOTHIIaMHU, HE BOCIIPOU3BO-
IMMBI, TaK KaK MOBEIEHUYECKHUE OCOOEHHOCTH B 3HAUUTEIBHON CTEIIEHH
MOJIMTEHHBI U 3aBHUCAT OT CPEIOBBIX BO3leicTBUi. MoekynsipHas re-
HETHWKa B COLUMAIBHBIX HayKax, BKIOYas Hayku o0 oOpa3oBaHuH, MO-
TpeOoBaja TMOAXOAOB, BBIXOAALIMX 32 PAMKH H3YYEHHs] TEHOB-
KaHIUJIATOB, BBIOPaHHBIX HAa OCHOBE CYXIEHHH 00 HMX BO3MOXHOM
(YHKIMOHATHHOM 3HAUCHHH.

B 20-x rogax XXI| B. mpu NOBBIMIEHUN CKOPOCTH CEKBEHHPOBA-
HUSl, TIOSBJICHUH OONBIINX 00BHEMOB I'€HETHYECKUX JaHHBIX M aBTOMa-
THU3alH METOAOB UX 00PaOOTKH Pa3BHBAETCS MOTHOTCHOMHBII MOUCK
accormanuii (Genome-Wide Association Studies, GWAS — nampagie-
HUE HCCIECAOBAHUH, CBA3aHHOE CO CPaBHUTEIBHBIM aHAIM30M T'€HOM-
HBIX BApUAHTOB M (DEHOTUITMYECKHUX MPU3HAKOB). DTOT METOJ CHHKAET
PHUCKH OOHApYKEHUS JIOKHOIOJIOXKUTEIBHBIX PE3YyNbTaTOB B CpaBHE-
HUHU c Oonee paHHMMH METOAaMHU HMCCIEAOBAaHMS T'eHOB-KaHIHIATOB.
Cpenu 1meneil TMpUMEHEHHsI TMOJTHOTEHOMHOTO IIOMCKAa acCCOLMAIUM
€CTh M M3y4YeHUE POJIM TeHOB B o0yueHHH. Hampumep, oOpamienue k
3HAUUTENBHON 10 MOLIHOCTH BBIOOPKE AOHOPOB OMOOAHKOB M3 €BPO-
nerckux crpad Bo3pactoM He MeHee 30 et [25] mo3Bonmmio ycTaHOBUTH
KOpPPEISIIMI0 KOHKPETHOTO BapHaHTa T'€HOMa, XapaKTepU3YIOIIErocs
YHHUKaJIbHBIM Ha0OpOM OTHOHYKJICOTHAHBIX MOJIUMOP(PU3MOB — CHH-
noB (SNP), u oOpazoBaHHOCTH (KOJIMYECTBA JIET, KOTOPBIC YEIOBEK
opHUIHAIBFHO MOTPATHJ Ha MONy4YeHHe oOpa3oBaHMs). B maHHOM wc-
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CIIEIOBaHMM OBLI CHEJIaH BBIBOJ, YTO T€HETHUYECKHE (aKTOphl MOTEH-
IUaTBFHO OTBEYAIOT MO KpaitHed mepe 3a 20% M3MEeHYMBOCTH TOKa3a-
Tenst o0pazoBaHHOCTH [26].

GWAS-ananmu3 1o pa3HbIM HampaBiIEHHSAM I[OKa3aj, 4TO Ha
MHOTHE TIPU3HAKH BIHUAET OONBIIOE KOJIMYECTBO BAPUAHTOB OAHOHYK-
JICOTHIHBIX MOIUMOPPHU3MOB, M KaXKAbIM OTACIBHBIM BapHaHT OIHO-
HYKJICOTHIHBIX TOJIMMOP(HU3MOB OKa3bIBACT HE3HAYUTENLHOE BIUSIHUE
Ha mpu3HaK. i CIOKHBIX NMPU3HAKOB aCCOLMALMU BKIIOYAIOT MHO-
THe TeHbl, HE MMEIOIINE SBHOW CBS3M C M3y4aeMbIM IPHU3HAKOM, TO
€CTh HACIEeICTBEHHOCTh OONBIIMHCTBA IOBEIECHYECKHX IPU3HAKOB
00yCJIOBIIEHA BIMSHUEM OOJBIIOTO KOJIWYecTBa reHoB [27]. Pesynbra-
o1 GWAS-ananu3a 1o CI0KHBIM NOBEACHUYECKUM MpHU3HAKaM (HOpMH-
PYIOT COCTaBHOM NMPEIUKTOP — IIOJUTCHHBIN MoKa3zaTenb» [28], koro-
pBIii cymMmmupyeT reHeTndeckre d(QeKThl mysia MapKepoB, KaKIbId U3
KOTOPBIX 110 OTAEIBHOCTH HE AEMOHCTPUPYET 3HAYUMOCTH B KPYIHO-
MacIITaOHBIX ACCOLMATUBHBIX UCCICTOBAHMSIX.

Acconpanys MeKIy MPU3HAKOM M 3THM COCTaBHBIM IOKa3aTe-
JIeM MOXKET OBITh BBISBJICHA JIMILIB MPU OLIEHKE MPEJUKTOPOB HA OCHO-
Be O4YeHb OoJbIIMX BbIOOpOK. Tak, Hampumep, BBIOOpKa B Ooee yem
1,1 MJIH YenoBeK MO3BOJIMIA BEIIBUTE Ooiee 1271 neszaBucumbix SNP,
3HAYMMBIX ISl BCETO T'€HOMa M CBSI3aHHBIX ¢ roxamu oOyuenns. SNP
OBUIM PacCMOTPEHBI KaK CBSI3aHHBIE C TE€HAMH, YYaCTBYIOIIUMH B IIPO-
Heccax pa3BUTHS MO3Ta M MEXHEHPOHHOW KoMMyHHKauuu. Mccneno-
BaTENsIMH ClieflaH BBIBOZ, YTO MOJYYECHHBINH MOJUTEHHBIN MOKa3aTelb
o0bscHseT mpuMepHO 12% pasnuuuii B rogax obydenus u 9% pasnu-
YU B KOTHUTUBHBIX criocoOHOCTsX [29]. MccnenoBanack U CBA3b IO-
JUTEHHBIX MOKa3aTesled MPOAOJKUTENbHOCTH 00yUeHHs B roJax C Ta-
KUMHU (EHOTUITHMYECKIMHU MPU3HAKAMH, KaK YCIIEBA€MOCTh B IIKOJIE U
obure KorHuTHBHBIE criocobHoctH [30], paHHee npuoOpeTeHe HaBbI-
KOB pEYM U YTECHHS B AETCTBE, MPUYEM ACCOLMALUU C MOJUTCHHBIMHU
MOKAa3aTesIMA OBUTH  OIOCPEAOBAHBI TICHXOJIOTHYECKHMH XapaKTepH-
CTHKaMH, BKJIOYasi HHTEIJICKT, CAMOKOHTPOJIb H HABBIKH MEXIMYHOCT-
Horo obmenus [31].

UccnenoBanus GWAS B 06mactu 00pa3oBaHUs Ha JaHHOM 3Tarie
WX Pa3BUTHS HE SIBJISIIOTCS YCTOSIBIIMMCS HAyYHBIM HAINpaBlICHUEM, HX
Hay4YHBIA ammapar pa3BHBaeTcs, a (OpMBI WHTEPIpPETANH JAaHHBIX
BBI3BIBAIOT pa3zHoriacus. OOpaTiM BHUMAaHKE HA TO, YTO HA aKTyalbHOM
YpOBHE pa3BHUTHs HAYKH TOJIMTEHHBIC OIEHKH HAXOIATCS Ha OJHOM
YPOBHE IpeICcKa3aTeIbHOr0 MOTEHIINANA ¢ TAKAM HIMPOKO HCIOJIb3Ye-
MBIM TPEAUKTOPOM, KaK POAMUTENbCKOoe oOpazoBaHue. OTMETHM TeM
CaMbIM, YTO Hay4yHbIC JaHHBIC OKA3bIBAIOT pa3lIMuHbIC BIUSHUS (re-
HETHUYECKUE, COLMANIbHbBIC, TICUXOJIOrMYeCKHe) Ha YPOBEHb U MPOIOII-
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XKHUTEJIBHOCTh 00pa30BaHMs, OIHAKO TpEIIararoT 3HAYUTENbHBINA pa3-
Opoc B ompeneeHnH 3HaYMMOCTH KaXXJ0ro U3 (pakTopoB.

IMogxon k oOpa3oBaHMIO, OCHOBAaHHBIA Ha aHAJIM3€ OONBIIMX
JaHHBIX, MOXKET HCIOJIb30BaTbCci KaK CTOPOHHMKAMU OHMOJIOrHM3aTop-
CKHX TPAaKTOBOK, TaK U CTOPOHHHKAaMHU CYry0O cpeoBOi 00yCIIOBIIEH-
HoctH. [lonurenHsle MOKa3aTENU HYXIAIOTCS B OCTOPOKHOM HCIIONb-
30BaHMH, TaK KaK acCOLMALUU MEXAY TeHAMH H OKpYy>Katolled cpeaoit
3aTPYIHSIOT OTAEICHUE T'€HETHYEeCKUX (akTOpOB OT cpedoBbix. Ha-
IpHUMep, B UCCIEAOBAHUU CBS3HM T'€HOTHIIA MAaTe€pu C JOCTHKCHUSIMHU
MOTOMCTBA OTMEYEHO, YTO HCCIEeJ0BaHUS (OPMUPOBAHUSA TaKHUX
CIIOXHBIX XapaKTEPUCTHK, KaK YPOBEHb 00pa30BaHUs, KOCIOKHIIOTCS
HEONPEAETCHHOCTHI0 OTHOCUTEIBHO TOTO, OTPAXKAIOT JIU KOPPEIALUU
3¢ eKTHl epeIaHHbIX POAUTENBCKUX T€HOB, IPHYMHHO-CIIEACTBEHHOM
CeMEWHOW Cpenbl MM HEKYI0, BO3MOKHO, HHTEPAKTUBHYIO CMECh TOT'O
u apyroro» [32]. DTo o3HauaeT, YTO KOPPEKTHAsh MHTEPIpETAIHs pe-
3yJIBTAaTOB, CBS3aHHBIX C TCHETHYECKUMHU MPEIUKTOPAMH, TIOMUMO TO-
T0, YTO HYXK/AAeTCs B KPYIHBIX BBIOOPKax, TpeOyeT CIIOKHOTO AU3aiiHa
WCCIIEIOBaHMs, a WMEHHO MpeAnonaraer BHyTpuceMmenHbii GWAS-
aHaJN3, TO €CTh COSANHEHNE T'CHEaOTHUECKHX, TICHXOT€HETHIECKUX H
MOJTHOT€HOMHBIX HCCIICAOBAaHUH Ul BBISBICHUS MPUYMHHBIX T€HETH-
geckux 3¢ (eKToB.

B kauecTBe MepCIEKTUBHOTO HATPABICHUS SBOJIIOLUH JH3aiiHa
WCCIIEIOBaHUN B JIMTEpaType BBIAEISACTCS MOICIMPOBAHHE <BHUPTY-
anpHOro poautens». [Ipu AOCTYMHOCTH TEHETHYECKMX AaHHBIX IS
«TPUO» — MaTepH, OTLA U MOTOMCTBA — MOSIBIISIETCS BO3MOKHOCTD pas3-
JIOKHUTh POAUTENBCKHE HA ajuleNid, IepegaBaeMble MOTOMCTBY, M Ha
HerepegaBaeMble ajuieny. HenepeaaBaemble anjieny pOAUTENS MOXKHO
paccMaTpuBaTh Kak aHaJOTHWI0 TEHOTUIY MPUEMHOTO POAUTENS: eCIU
OHHU KOpPENUpyIoT ¢ (EHOTHIIOM IMOTOMKa, (hopmupoBaHue (peHoTH-
MUYECKOTr0 MPU3HAKa HE MOXKET OBITh OTHECEHO K I'eHETUYECKOH mepe-
Jade OT poOUTeNns K peOeHKY U TOJDKHO OBITh OOBSCHEHO Yepe3 Cpeio-
BbIe (hakTopsl [33]. DTOT HCccenoBaTeNbCKUN qU3aliH «BUPTYaIbHOTO
POAMTEIIS» KOHIENTYaIbHO TOX0XK Ha JIOTUKY MCCIEAOBAHUM 10 OIH3-
HEIIOBOMY METOAY HJIM METOAYy NMPUEMHBIX IETeH B ICHXOTEHETHKE,
MOCKOJIBKY OH OTAEJSiCT FeHETHUECKHE M CPEedOBbIC IMyTH Mepeaadu
nHpOpPMaLK U3 TIOKOJICHUS B MOKOJIEHUE. B mepcrnekTuBe coueranue
MOJTHOT€HOMHOTO aHalN3a U CEMEHHBIX MCCIEeNOBaHUN MO3BOJIUT MU-
HUMH3HPOBATh WCKKEHMsI, BOSHUKAIOUINE M3-3a TPYIOHOCTEH (uKca-
LOUU CPENOBBIX (PaKTOPOB, KOTOPBIE KOPPEIUPYIOTCA C CEeMEHHBIMHU
TeHOTUIIAMH.

Pacnmpennio mccnenoBaHuil 1O TECTHPOBAHHMIO ACCOLMALNM,
MPEOJOJICHUIO METOAONOTMYECKUX OTrPaHHYCHUH U YTOYHEHHIO BO3-

20



MOKHOCTEH MPOrHO3UPOBATH CIOKHEIC MTPU3HAKH, 3HAYUMBIC I 00pa-
30BaHMsI, MOXET ITOMOYbh MacCOBasi BOBJICYCHHOCTh IPakJaH B T'eHe-
THYECKUE WCCIEOBAHMS, B TOM YHCJIE 33 CYET MOTPEOUTENHCKOM
TeHOMHUKHA U OuoOaHKHpoBaHUs. Pa3zBuTie OMOOAHKUPOBAHUS KaK aK-
TyaJIbHOTO TEXHOHAyYHOI'0 WHCTUTYTA, HAXOJAIICrOCs Ha TEpenHeM
Kpae HAayYHO-TEXHOJOTHYECKOTO pPa3BUTHs, MPUBEIO K aKKyMYIHUPO-
BaHHUIO OMOMAaTepraIoB MIJUTHOHOB IOHOPOB 10 BCEMY MHPY M CO3/1a-
HUIO OTPOMHBIX MAaCCHUBOB JJaHHBIX. DTO PE3KO YBEIMUYUBACT pa3Mepbl
BBIOOPOK, JAOCTYIHBIX Ui HccienoBareneil. Mcnonp3oBaHUEe MOJICKY-
JISPHBIX METOJIOB Ml TEXHOJIOTHIA COMPSKEHO C OBICTPHIM IPOTPECCOM B
pa3paboTKe W HWCIOIH30BAaHUM CHUCTEM HCKYCCTBEHHOTO HMHTEILICKTA
JUTSL PETUCTPAIIUU OUOJIOTHYECKUX JAHHBIX, CBS3aHHBIX C (hOpMUPOBa-
HUEM U 00paboTKo# OonbmX nmaHHBIX. MccnemoBanus B OmoOaHKax
CTAaHOBATCS 3HAYUMBIM (PAaKTOPOM PA3BHUTHUS IEPCOHATU3UPOBAHHON
MeaunuHbl. CTPYKTYPHPOBAHHBIE M CTaHJAPTU3UPOBAHHEIC KOJUICK-
UK OMOMATEepPHAaNIOB M JAHHBIX PACCMATPHUBAIOTCS KaK MHCTPYMEHTHI,
OTKPBIBAIOIIE HOBBIE MCCIICAOBATEILCKUE TOPU3OHTHI JJIs1 Pa3IMIHBIX
cdep, IPOSBISIONINX HHTEPEC K aHAIIM3Y YEIIOBEYSCKOTO TEHOMA, B TOM
quCIIe ISl 00pa3oBaHUsL.

KiaroueBblie HaIpaBJ/JICHUA T€EHETUYECCKUX nccnenonannﬁ
B c(epe o0pazoBaHus

AKTyallbHbIe TEHETHUYECKHE HCCIICIOBaHUS B 00iacTu o0paso-
BaHHs (POPMUPYIOT HECKOIBKO BEKTOPOB. BhBIIenM cpenu HUX Takue
UCCJIC0BATENILCKAE HANIPABIICHUS! KaK a) TMOMCK IeHETHYECKUX acco-
UAlUA aKaJeMHUYECKON YCIICITHOCTH M ONApEHHOCTH; O) BBISBICHHE
TEHETHYECKHX PHCKOB TIOSBIICHHS 00pa30BaTeIbHBIX IPOOIIEM; B) Orpe-
JICTICHUE TEHETUYECKONM KOMIIOHEHTBI TCHXOJIOTHYECKUX OCOOCHHO-
CTel, 3HAUMMBIX JJsi oOpa3oBaHUWs. B pamkax 3TUX HampaBiIeHHU C
pa3HOW CTEMEHBIO YCICITHOCTU PEaTH3YIOTCs OMHCATEIbHBIC U TPO-
THOCTHYECKUE 3a1a4H:

a) NOUCK 2eHemUUeCKUX accoyuayuil aKkademuieckoll ycneul-
HOCIU U 00apeHHocmu

M3ydeHne reHeTHYECKHX M CPEAOBBIX MCTOYHHUKOB Pa3iinyuuil B
00pa3oBaTeNbHBIX pe3yJbTaTaX PAacHpPOCTPAHEHO B OTHOLICHHH pas3-
HBIX KaTeropuii 00y4aronmxcs ¥ Mo-pa3HOMY HOHSTHIX 00pa30BaTellb-
HBIX pe3yJabTaToB (pa3BUTHE MHTEIUIEKTA U KOTHUTHBHBIX CIIOCOOHO-
CTei, akaJeMUUecKasl yCIeBaeMOCTh, OIAPEHHOCTh B OTACIBHBIX BHIAX
JESATETbHOCTH).

HccnenoBanne MHTEIUIEKTa COCTABIISICT MEPEIOBOW JIIEIOH TO-
BEJICHYCCKUX T'CHETUYECKHX HccienoBanuii. OOpazoBaTeibHbBIE pe-
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3yJIBTaThl KOPPETUPYIOT C HHTEIJIEKTOM, H3MEPEHHBIM OajllaMHi KOTHH-
TUBHBIX TECTOB, TOTOMY OOBEIUHEHHE MCCIEA0BAHUI 00pa30oBaHUs U
WHTEIJIEKTa LIMPOKO MPENCTaBlIeHo B JuTeparype. CTaOUIbHOCTD UH-
IVBUAYaTBHBIX Pa3iuuuil 0 WHTEIUIEKTY B TEUEHHUE KU3HHU PacCMaTpH-
BaeTcs Kak (hakTop, 3HAYMMBIA I IPOTHO3UPOBAHUS 00pa3oBaTelb-
HBIX pe3ynbTaToB. OLeHKa BKIaJa HAaCleACTBEHHOCTH B H3MEHUYNBOCTh
WHTEIJIEKTa KaK MMpU3HaKa OCTAeTCs BeChbMa CIIOKHOM MpoOiIeMoid, He-
CMOTpsl Ha OOWIMpHBIE HAay4Hble MCTOUYHUKH. OCHOBHOW NPUYUHOMN
3TOTO SIBJISIETCA TO, YTO KOTHUTHBHBIE CIIOCOOHOCTH SIBJISIOTCS TIOJH-
TeHHBIMHU MPU3HAKaMH, B (OPMUPOBAHHH KOTOPBIX Y4acTBYET MHOXeE-
CTBO T€HOB, IIPH YCJIOBHH, YTO BKJIAJ K&KIOr0 OTAEIBHOIO I'eHa BecbMa
man [34]. Meroauku GWAS-anann3a no3BOJIMIN BBIICIHTh PSJl TeHE-
TUYECKUX BapHAHTOB, aCCOLMUPOBAHHBIX C Pa3IMYHBIMU [TOKA3aTels-
MU WHTEJIEKTa, CIIOCOOCTBOBAIN BBIBICHHIO pPsila JIOKYCOB T'€HOB,
ACCOLIMUPOBAHHBIX C PAa3TUYHBIMH TOKA3aTEISIMH HMHTEIUIEKTa. OTH
JaHHBIC HY>KIAIOTCS B JAOMOJIHUTEIBHBIX MPOBEPKAX, HO MEPCHEKTHUBEI
Pa3BUTHSA MOJUTEHHBIX OLIEHOK WHTEIEKTa MOT'YT IPUBHECTH B HAYKH
00 o0pa3oBaHUM OOHOBJICHHYIO KOHIENTYyalIHW3alUI0 MHTEIUIEKTa 0e3
HEOOXOIMMOCTH OLIEHHBATh MHTEIUIEKT C TIOMOIIbIO TecToB [35].

BeisiBiieHne renerndeckux (paxTopoB oOydaemoctu (mocTyruie-
HHUE, YCIIeBa€MOCTbh, CTAaTyC 0Opa30BaTelIbHON OpraHU3alMy OOydaro-
IIErocsi) Mccienyercss Ha OonpImX Koroprax. Hanmpumep, yHuBepcu-
TeTCKasl yCHEITHOCTh OLIEHUBAIAaCh HA OCHOBE PENMPE3CHTATUBHOMN IS
Benukobpuranuu BeiOOpku u3 3000 TeHOTHNHMPOBAHHBIX JIOACH M
3000 map Omm3HenoB [36]. [IpoBeneHHBIN aHAIN3 yKa3al Ha CyIe-
CTBEHHOC aJJANTUBHOE T'€HETHYECKOE BIIMSHUE Ha YCIIEBAEMOCTh Ha
BCTYNUTENBHBIX dK3aMeHaX B yHuBepcuteT (57%), 3aunciieHue B yHU-
Bepcurer (51%), kadecTBo oOyuenust B yuuBepcurere (57%) u ycre-
BaeMOCTh B yHUBepcurere (46%). DT pe3ysbTaThl TO3BOIWIN TPEN-
MOJIOKUTH, YTO MOJOABIE JTIOAN (OPMUPYIOT 00pa30BATENbHBIN OMBIT
YaCTUYHO HAa OCHOBE CBOMX I'®HETHUYECKHX CKIOHHOCTEH, TO €CTh UMe-
€T MECTO KOPPEJISILKS T€HOB U CPEMBI.

Jloka3aTenbCTBa CBSI3U TEHETUUECKUX BApHAHTOB C pPe3ysibTaTa-
MU 00pa3oBaHUS JEMOHCTPUPYIOT TEPMEHEBTHYECKUN KPYT: B3aHMO-
00YCIIOBIIEHHOCTb OOBSICHEHHUS W MHTEPIIPETAlNH, C OTHON CTOPOHBI,
MOHUMaHUs — C¢ Apyroi. Hampumep, reHeTnueckue BapuUaHTHI, KOP-
pECHOHIUPYIOIIUE C YPOBHEM 00pa30BaHUs, COBPEMEHHBIE HCCIIENO-
BaTENH CBS3BIBAIOT C pe3ybTaTaMH HHTEIUIEKTYaIbHOTO TECTUPOBAHHSL.
Pa3BuThIi MHTEIEKT paccMaTpUBaeTCid KaK OCHOBA aKaJleMUYEeCKOH
YCIIEMIHOCTH, OAHAKO caM MHTEJIEKT YyBCTBUTENEH K 00pa3oBaTelib-
HBIM Bo3zeicTBUsM. OOpa3oBaTelbHbIE pe3yJabTaThl JAeTeil Koppenu-
PYIOT C T€HETHYECKUMH OCOOCHHOCTSMH OHONOTHYECKUX POJUTENCH,
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HO o0pa3zoBaHHUE JeTeill mpencTaBiseT coO0i COSAMHEHUE TeHETHYe-
CKHX OCOOCHHOCTEH (B TOM YHCIIE TIepEAaHHBIX OMOIOTHYECKUMH PO-
JTUTEISIMU Yepe3 TeHETUYECKHE MEXaHU3MBbI) U TTO/ICPIKKY KOTHUTHB-
HOTO Pa3BUTHS CO CTOPOHBI CPEIBI.

BiusHME reHeTHKN Ha CIOPTUBHBIE PE3YJbTATHI SABIACTCS OJHUM
U3 caMBIX 00CYKAAaeMbIX HampaBleHHH uccienoBanuid. McciaenoBanus
B 00JIACTH CHIOPTUBHOW OJApPEHHOCTU TPAKTYIOT €€ KaK KOMIUIEKC MpH-
POAHO-00YCIOBIEHHBIX, B TOM YHCJIE T'€HETHYECKUX XapaKTEPUCTUK,
MO3BOJIIIOUINX JAOCTUYb BBHICOKMX CIOPTUBHBIX PE3ylbTAaTOB IPH Tpe-
HUPOBKaX. DTH HCCIEIOBAaHUS 3HAUUTENHHO IU((EepeHIUPOBaHBI 110
CTIIOPTHBHBIM CIIELIMATTN3ALHAIM, TUITY COPEBHOBATEIBHON ACSITEIFHOCTH,
(PCHOTHITMYECKMM TpU3HAKaM (HampuMmep, BBIHOCIHBOCTb, CHJIOBBIC
pe3yabTaThl, MOTOPHASI aCHMMETPUS U T.1.), TIpeeiaM WHIUBUIYab-
HOW TpeHHpYyeMOCTH. [ eHOTHIIHpPOBaHUE, HECMOTPS Ha METOIOJIOTHY -
CKHE OTpaHUYEHHs], YK€ UCIONb3YyeTcs Kak WHCTPYMEHT MPOTHO3HUPO-
BaHUSl pE3yJbTaTOB CIOPTUBHOM TOATOTOBKH, CO3/JaHUS METOAMK
0TOOpa IOHBIX CIIOPTCMEHOB, YIy4LIEHUS! TPEHUPOBOYHOI'O MpoLecca U
npenotBpamieHns TpaBM [37]. CKOpocTh BHEIPEHUS T'€HETUYECKHX
TEXHOJIOTUH B cepy CIOPTUBHOHN MOJATOTOBKH, PACIIMPEHHE BEIOOPOK
YBEITMUMBAET BO3MOXXHOCTHU JJIsl OLEHKH BIIMSHHS TCHETHKH Ha CIIOp-
TUBHBIC PE3YNbTAThl, HO HE CHUMAET IUCKYCCHI B OTHOIIECHUH ITHYE-
CKHX WM COLMAJbHBIX MPOOIeM MPaKTHUYECKOTO MCIOJIB30BAHUS TaKUX
TEXHOJIOTUH.

0) 6blAGIeHUEe 2eHeMUUECKUX PUCKO8 NOA6IeHUs 00pa30ea-
mebHbIX nPoodIem

I'enernyeckue uccneOBaHUS pacCMaTPUBAIOTCA M KaK HHCTPY-
MEHT ISl TOHUMAaHHUsl OUOJIOTUHU MICUXWYECKHUX H COMAaTHYECKUX Orpa-
HUYeHH 17151 obpasoBanus. [Ipencramisiercs, uTto Hamboiee ocTpas
colMajbHasl ¥ 3THYECKas MpoleMaTiKa BOZHUKAeT MMEHHO NIPU BBISIB-
JICHUW aTUIUYHBIX OOYYaIOMIMXCs, UMEIOIIMX Pa3MyHble HapYIICHUS
obyuaemocT (HECTIOCOOHBIX HMJIM MMEIOIMX OTpaHHYCHHBIC CIIOCO0-
HOCTHU K 00YYEHHIO) B CHIIy OCOOCHHOCTEH 3/J0POBbSL.

O6pasoBaTenbHbIE Pe3yNbTaThl TECHO CBSI3aHBI CO 30POBBEM.
Tak, KOHTpONIBHBIE BBIOOPKH AEMOHCTPHUPYIOT CBSI3b T'€HETHYECKUX
PHUCKOB Uil (U3MUECKOTO 3I0POBbs, HAPUMEp, UILIEMHYECKOH Ooes-
HU cepAla — C JIOJITOCPOYHBIM OJarococTOsHUEM, OOpa3oBaHUEM H
CaMOOLICHKOH 310poBbsi [38]. Bmiokaiinmas mepcrieKTnBa MPUMEHEHHS
TCHEeTHYECKUX 3HAHWH W METOJOB B OTHOLICHWH HapylleHWH oOydae-
MOCTH — NIOJy4YeHHE HayYHO-000CHOBAaHHON MH(OpMAIMK O IPHUYNHAX
U OyTsaX (OPMHUPOBAHHS Pa3IMYHBIX COCTOSIHUH, OrpaHUYMBAIOLIMX
BO3MOXKHOCTH Uil oOyueHus. Hampumep, 1OBOJIBHO OOBEMHasi JHTE-
parypa mocBsieHa uccienoBanusM aucnekcun [39, 40, 41, 42]. uc-
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JIEKCHSI KaK paccTPOMCTBO CIIOCOOHOCTH K OOYYEHHIO MPOSBIISETCS B
CIIOHOCTSIX C OBICTPBIM M TOYHBIM PACHO3HABAHHEM CJIOB MPU YTCHUH
U C MMCHbMOM IT0JI IUKTOBKY, YTO BHI3BIBACT OrPaHUUCHUST 00bEMa OCBO-
SHHOr0 MaTepHalia M, KaK CIeNCTBHE, y4eOHYIO HEyCIeIHOCTh. M3y-
YeHUE TUCIIEKCHH OMMPAETCS Ha THIOTE3bl O TEHETUYECKUX KOppems-
Tax JEKOAWPOBAHUs, KOTOpBIE MO3BOJSAIOT HAACKHO pa3rpaHUYMBAThH
TPYIIBl U UHANBUAOB ¢ 00pa3oBaTeNbHBIMU OrpaHuueHusMu. Mccie-
JOBaHMs AMCIEKCHMM HampaBlICHbl HA BBISBICHHE BO3MOXHBIX TpEX-
CTOPOHHUX (I€H — MO3T — TIOBEICHHE) acCOLHMALUi, HCHOJIB3YeTCs
MOJTHOT€HOMHOE CEKBEHHPOBAaHHE C HU3KUM IOKPHITHEM B KadyecTBE
METO/1a TeHOTHIIMPOBAHMSA, YTO IMO3BONAET coOpaTh T€HOMHBIE AaH-
HBIE, HAXOANUTH BAPUAHTHI U ONPENENATh BApUALIH YHCIa KOIHA TEeHOB
B HCCllefyeMol Koropte. BBIsSBIEHHBIE T'€HETHUYECKUE OCOOEHHOCTH
(«pHCKOBBII» TeHETHUYECKUH (DOH, «TEHETHUECKHE PHCKU») MOTYT
ObITH ()aKTOPOM, HETATHBHOE ACHCTBHE KOTOPOTO HEBO3MOXXHO KOM-
MICHCHPOBATh CPENOBBIMU BO3JCHCTBUSMHU (ITOBBIILICHHEM MOTHBAIIHH,
W3MEHEHUEM COZepKaHMs 00y4eHHs AJIS MOBBIICHHS 3aMHTEPECOBaH-
HOCTH, PAa3BUTHEM CIIOCOOHOCTH K CAMOKOHTPOIIO H IeJIeHApaBIeHHOM
nestenbHOCTH). OTCyTcTBHE 3()(DEKTUBHBIX MEJArOrn4ecKuX METOH0B
MUHUMH3ALUUA TeHETHYECKUX PHCKOB AJ 00y4aeMOCTH BBI3BIBAET CO-
MHEHUSI B 9TUYHOCTH BBISIBJICHUS TCHETUUECKUX PUCKOB IO TUCICKCHH.
O6paszoBaHre caMO MOXET OBITH CPEHOBBIM (PaKTOPOM, yCHIIU-
BaIOLIMM TpoOJIEeMBI cO 310poBbeM. Hampumep, uAeHTHPHINPOBAHBI
MSTh TEHETHYECKUX BAPUAHTOB, PAcIONOKEHHBIX psagom c¢ GJID2,
RBFOX1, LAMA2, KCNQ5 1 LRRCA4C, koropsie o1 BO3ieiiCTBHEM
00pa3oBaHusl yCWIMBAIOT pUCK Omm3opykocTr. «Oxono 80% nereit B
BocrouHo#t A3un 3a0071€BarOT OJIM30PYKOCTHIO B IIIKOIBLHOM BO3PACTE;
Ha 3amaje COOTBETCTBYIOLIMH IOKa3aTenb cocTaBisier okoio 30%.
I'enervka, HemoCTaTOUHOE BpEMsl, IPOBEICHHOE HA CBEXXEM BO3IYyXE, U
TO/bl, MPOBENICHHBIC B 00pa30BaHuM, ABISAIOTCS (PaKTOPaMHU PUCKa pa3-
BuTHA Omm3opykoctr» [43]. Ha nanHOM STane mpeodianaroT Tpymmo-
BbIE HCCIIEIOBaHMA. B OTnaneHHO# nepcnekTuBe ¢ pa3BUTHEM T€HETH-
YECKUX HCCIICAOBAaHUH U POCTOM MPOTHOCTHYECKOH CHIIBI OJIUTEHHBIX
nokasarteneil reHeTnyeckas WHPOPMAIUS MOXET CTaTh OCHOBaHHEM
IUIs. IPOTHO3UPOBAHUS MHIMBUAYAIBHBIX PUCKOB. JTO MOXET Kapau-
HaJBHO MOBIUATH HA MOJIXOJ K paboTe ¢ HapyIIeHUsIMU 00y4aeMOCTH:
CMECTHUTbh YCHWJIMSI POAMTEICH M TEJaroroB ¢ pearupoBaHUs IO BBISB-
JIeHHOMY (aKTy OrpaHMYEHHH Y KOHKPETHOTo peOeHKa Ha MPOAKTHBHBIC
BO3/ICHCTBUS IO CO3aHUIO aJalTUBHON 00OraiieHHONH 0O0pa3oBaTelb-
HBIMH BO3MOXXHOCTSIMH Cpelbl B JOKIMHHYECKOH cranuu. Kiroueas
OMaCHOCTh TAKOTO CMEIICHHsI 00pa30BaTENbHBIX BO3ACHCTBUN MOXET
OBITH CBsI3aHA C OTKA30M OT oOecreueHHst 00pa30BaTENbHOM Cpeabl I
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BCEX JIETEH, C BBIACICHHEM TPYIIIBI PHCKA HE VIS JOMOJHUTEIEHON
HOIEPKKU 00pa30BaTENbHBIME PECYpcaMu, a Uil OTKa3a OT MPUOpPHU-
TETHOT'O PAacXOJOBaHHs PECypcoB 00pa3oBaHMs HA JETEH M3 TPYIIIBI
BBISIBJICHHBIX HAa OCHOBaHWHU T'CHETUKH HapylleHui odydaemoctu. On-
HOBPEMEHHO BBISBIICHUE T€X, KTO HAXOJUTCS B IPYIIIE HU3KOTO PHCKA,
C CO3JaHMEeM JUIsl HUX OOOTaIlleHHOW Cpellbl, MOJKET yCyryOUTh Hepa-
BEHCTBO. /laHHbBIC O TEHETHYECKHX BIMSIHUAX HA HapyIICHUEe 00ydaeMo-
CTU HE JIOJDKHBI OKa3bIBaTh CYIIECTBEHHOTO BIMSHHS Ha COLHAIBHYIO
byHKMI0 00pazoBaHusl. ['eHeTHUECKIE PUCKH HE JOJKHBI TPAaKTOBATh-
csl KaK NMpHYMHA OTKa3a OT peallM3alliy MpaBa Ha paBHbIC 00pa3oBa-
TeIbHBIE BO3MOKHOCTH. OJJHAKO, IO Mepe pa3BEePTHIBAHHS HCCIICIOBA-
HHUI B 00JIACTH TEHETHKH, 00Pa30BaTEIbHBIX PUCKOB, SKOHOMHYECKHE U
yIpaBJICHYECKHE apIyMEHTHI B NIOJIb3Y AUArHOCTHKU U audepeHima-
K 00YYaIOIIUXCS IT0 PUCKaM MOTYT KOHKYpPHPOBATh C HIIESIMU TyMa-
HUCTUYECKOU TIEAarOTUKH.

B) onpedenieHue 2eHemMuYecKoli KOMROHEHMbl NCUX0a02uYe-
CKUX 0COOeHHOCmell, 3HAYUMDBIX 07151 00PA308AHUA

I'eHeTnyeckue BapHaHTHI MOTYT TPOSIBISITBCS B TPOIECCE U B
pe3ynbTaTax 00pa3oBaHHS Yepe3 MCHXOIOTHYSCKUE XapaKTEePHCTHKH,
CIIOCOOCTBYIOIINE 00pa30BaTEIbHOMY IpOrpeccy (Hampumep, yCcTOW-
YHUBOCTh K CTPECCY, JIIOOOMBITCTBO, BHUMaHHE, CAMOKOHTPOJIb H JIp.)
WM 3aTPYHSIOIINE JOCTHKEHUE BBICOKUX 00Pa30BaTENbHBIX PE3YIib-
TaToB (HEBPOTU3M, ICIPECCUBHBIC COCTOSHUS M 1p.). JIMUHOCTHBIE
XapaKTEePUCTUKH, BIMSIOIINE Ha aKTHBHBIM 00pa30BATENbHBIH OIIBIT,
OKa3bIBAIOT MPHYMHHOE BIMSHUE HA pa3BUTHE peOcHKa: pedeHoK dop-
MHPYET OIBIT 00YUeHUSI 1 KOMMYHHKAIIMH, TO €CTh aKTHBHO y4aCTBYET
B (hopMHpoBaHUYM 00pa30BATENBLHOM CPEIbI,  CPEa, B CBOIO OYEpe/b,
dopmupyer pedenka. [IporHocTiuueckas cuia FreHETHIECKUX MapKepoB
B OTHOIICHUU 00pa30oBaHMs B JaHHOM CiTydae OyJeT HE3HAUUTEIbHOM.
I'eHeTHYeCKUE OLEGHKH TICUXOJOTHYECKHX OCOOCHHOCTEH, 3HAUYMMBIX
IUISL aKaJIeMUYECKOW YCIICITHOCTH, CKOpEe, CBS3aHBI CO CPEIOBBIMH
yCIOBHSMH (HOPMUPOBAaHUS 00pPa30BATEIBHBIX PE3yJIbTATOB, YEM C
COOCTBEHHO aKaJEMHUYECKOW YCIEIIHOCThIO MHAMBHIA. | eHeTHIecKue
acCOIMAllMM B TAKOM CIIydae OKa3bIBAIOTCS B BEChbMa CIIOKHOM KOH-
TEKCTE OKPYIKAIOLIeH HHIMBUAYaIbHOCTh CpPEIbl, KOTOpas MpU 3TOM
aKTUBHO (opMupyeTcsi caMuM peOSHKOM II0 Mepe pas3BUTHs. JTa
CIIO)KHOCTh HAKJIAbIBACT KPUTUUECKUE OrPAHUYCHUS Ha HCIIOJIB30Ba-
HHE TCHETUYECKHUX OI[CHOK ICUXOJOTHYECKHX OCOOCHHOCTEH JUIs Mpu-
HATHSL 00pa30BaTEIbHBIX PEIICHUI B OTHOIICHHU TPYIII 00YYarOIHUXCs
Y OTJCIBHBIX JICTCH.
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I'eneTnyeckue 3HAHUSA B IPAKTHUKAX 00Pa30BaHUSA !
OrpaHMYeHHSA M NePCHeKTHBBI

HecmoTps Ha Bo3pacTtaronye TeMIbl HCCIECAOBaHUNA B 00JIacTH
TCHETHKH, CleayeT 3a)MKCUpOBATh Pa3phlB MEKAY pe3yJabTaTaMH Ha-
YUHBIX TEHETHYECKUX HCCIIeJOBAaHWH, CBS3aHHBIX ¢ O0Opa3oBaHHEM, U
00pa3oBaTeNbHBIMU MPAKTUKaMHU. | eHETHUEeCKUE MPEIUKTOPBI CETOHS
MPUMEHSIOTCS B HAYYHBIX UCCIENOBaHUIX B 001acTH 00pa3oBaHus, HO
9TO HE TEPEBOAMT HCCIEAOBATENBCKIE PE3YIbTaThl B 00pa3oBaTelb-
HBIC MIPAKTHUKH, HE JIENaeT X 00s3aTeNbHBIMU ISl MPAKTUIECKOTO HC-
MOJIL30BaHUS B 00pa3oBaHUH. B ueM MpUUYMHBI TAKOTO COCTOSIHUS JEN?

C onHOM CTOPOHBI, MOTEHIUAJIBHBIE MTPEoaraeMble TOI0XKH-
TenbHbIe S EKTH pacCIIUPEHHs MPAKTUIECKOr0 IPUMEHCHHSI PE3YIIb-
TATOB TeHETHYECKHX HCCIENOBaHUN B 00pa3oBaHMU ONpeneieHbl. Mx
CBSI3BIBAIOT C BO3MOXKHOCTSIMU 00Jiee TITyOOKOTO IMOHUMAaHUS TOT0, Kak
00pa3oBaTebHBIC MPOLECCH C YU€TOM 3HaYMMBIX TeHETHYECKUX (akx-
TOPOB CIIOCOOCTBYIOT IOCTIDKEHHIO JIYUIIMX OOpa30BaTENbHBIX pe-
3yJABTaTOB KaK JUIs MHAUBHJIA WM TPYII, Tak M JUIs OOLIeCTBa; ¢ mep-
CTIIEKTUBaMH Pa3BOPAUYMBAHUs TEPCOHATM3IUPOBAHHOTO OOYUYECHUS MpPU
ajanTaudd oOpa3oBaTelIbHBIX BO3IEMCTBUH IO WHAWBUAYaJbHBIC
0COOEHHOCTH KOHKPETHOTO 00y4alomerocst iiM reHeTHUECKHd COCTaB
00y4aroMxcsi; ¢ HOTEeHIIUAIOM NPEINKIUN HapyIIeHnH 00y4aeMOCTH.

C nmpyroii CTOpOHBI, HE MPEONOJIeH P (HAKTOPOB, TOPMO3SAIINX
WHKOPIIOPUPOBaHHUE PE3yIbTaTOB HAYYHBIX I'CHETHYECKHX HCCIIE0Ba-
HUI B oOpasoBarenbHble MpakTHKH. Cpenu 3TUX (PakTopoB ciengyer
o0paTUTh BHUMaHHE Ha METOAOJIOTMYECKHE MPOOJIEMBbl, CBSI3aHHBIE C
HETEepEeHOCUMOCTBI0 M HECOTIOCTaBUMOCTBIO PE3YJIbTAaTOB HCCIIEN0Ba-
HUH, BBIOJHEHHBIX MO OrpaHUMYEHHBIM BBIOOPKAaM; OTCYTCTBHE IIPO-
3padyHOCTH B MOHMMAaHUWU IeNedl 1 GopMaToB TpaHchopMmanuu odpa-
30BaTENIbHBIX MPAKTHK IOl BIUSHHEM T€HETHUYECKUX HCCIEeIOBaHUM,;
HEIOCTAaTOYHYIO0 JIOKa3aHHOCTh 3HAYMMOCTH KOHKPETHBIX TEHEeTHYe-
CKHUX BIUSHHUU JUIs TOBEACHUS 00ydaromuxcs B pouecce o0yueHus u
Ui 00pa30BaTeNbHBIX PE3Y/IBTAaTOB; OTCYTCTBHE 3(D()EKTUBHBIX Iea-
TOTMYEeCKUX KOPPEKTHPYIOUIMX BMEIIATEIbCTB MPH MOHUMAHHUU T'eHe-
TUYECKON 3TUOJIOTHH HapYIICHU 00y4aeMOCTH U MOBEJCHUS, OCTPOTY
¢mrocopckux M ITUYECKUX MPOOTIEM, BO3HUKAIOMIUX MpH TpaHchop-
MalMH CYIIHOCTH 00pa30BaHuUs MO BIMSIHUEM I'eHETUUYECKUX JaHHBIX;
HEOOXOJUMOCTh JTOCTH)KEHHSI KOPPEKTHOIO MOHMMAHUS KIFOUEBBIMH
cyObekTamu 00pa3oBaHus (IIearoraMu, pOAUTEIISIMA, OpraHH3aTOpaMu
00pa3oBaHus1, BO3MOXHO, U CAMUMH OOYYaIOIIMMH, €CIIA peub HIET O
B3POCIIBIX) CMBICIIA TEHETHUECKHX MCCIICIOBAHUI B 00pa30BaHUU M HX
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TOTOBHOCTH YUYUTHIBAaTh FeHETHUYECKHE (PaKTOpsl B 00pa3oBaTEIbHBIX
MPaKTUKAX.

3HaYNTENBFHBIM MPENSITCTBUEM JJIsl IEPEHECEHUS HAayYHBIX BbI-
BOJIOB B 00pa3oBaTelbHBIC MPAKTUKU SIBISIOTCS METOHOJIOTHYECKUE
orpannuenus. Emie pa3 orMeruM, 4TO Ha JaHHBI MOMEHT OOJBIIMH-
ctBo uccinenosannii GWAS oCHOBaHO Ha OrpaHWYEHHBIX MOMYJIALH-
OHHBIX BBIOOPKAxX M HE 3alUILIEHO OT CUCTEMAaTHYecKux omuoOok. Tax,
OTpaHMYCHHS HMCIOJIb30BAHHBIX B aKTYyaJbHBIX MCCIEIOBAHHUAX BBIOO-
POK CBSI3aHBI C HEJOCTaTOYHOM MPEACTaBICHHOCTHIO NaHHBIX O I'eHe-
THYECKUX OCOOCHHOCTSIX JIIOAEH HEEBPOMEHCKOrO MPOUCXOXKACHHS, B
TOM YHCJIe IPUHAANIeKAIUX K MaJbiM HapoaaMm. bonee 75% yvacTHH-
koB GWAS npunaanexar K eBpoIeiickoMy HacelleHHIO, M HCKIIoUe-
HUE HEEBPOICHCKUX yYaCTHHUKOB U3 TEHOMHBIX HCCIIEIOBAHUN MOXKET
yCyryOuTh HEpaBEeHCTBO [44], 4TO cHpaBeITMBO KaK 10 OTHOLICHHIO K
3IPaBOOXpAaHEHHIO, TaK M K oOpa3oBaHMIio. KolleKnuu reHeTHYecKu
OJHOPOJHBIX TI0 MPOUCXOKACHUIO JOHOPOB JAaHHBIX HE MPENINOoNaratoT
nojydeHre uHQpopMauy, TpUMEHUMON KO BCEM JIIOASM HJIH BBIOOp-
KaM HEeeBpOIEHCKOro HaceneHus. BrisBisieMble HA OrpaHUYCHHBIX BbI-
OopKkax TONUTeHHBIE TIOKa3aTely Ha APYrue BEIOOPKU HE MEPEHOCUMBI
W pe3yJbTaThl TAKUX UCCIIEIOBAHUN HECOIIOCTaBUMEI. Tak, ObLIO J0oKa-
3aHO, YTO MPOTHOCTHYECKas (PPEKTHBHOCTH MOJUTCHHBIX IOKa3aTe-
Jield, TOJTYYEHHBIX U3 BBEIOOPOK E€BPOMEHCKOTO MPOUCXOXKICHHS, HUXKE
B BBIOOpKax HeeBporeiickoro mpoucxokaeHus [45]. Ha cerogusmamii
JIeHb UCCIIEIOBaHMs 0a3upYIOTCsI Ha HEOOMBILIOW YacTH T€HETUYECKOr0
pa3HooOpasusi HbIHE KUBYIIMX JIIOJEH, YTO HE JaeT OCHOBAHHS IS
LIMPOKOTO UCTIOIB30BaHMSI BEIBOJAOB B MACCOBOM 00pa30BaHMUU.

OxoHYaTensHOro OnpeAeeHus 1eield u popmMaToB TpaHcop-
Maluu 00pa30BaTENbHBIX MONUTHK M MPAKTUK O] BIUSHHEM TeHe-
TUYECKHUX MCCIEeOBAHUN Ha JaHHBIM MOMEHT He mpousouuio. C oce-
Hu 2021 r. mpu nogupepxkke JleBepxanm Tpact Qonma peanusyercs
npoekt Biology, data science and the making of precision education
(«buomorusi, Hayka O JAaHHBIX U CO3JaHHE TOYHOI'O OOpa30BaHHSIY),
HaNpaBJICHHBIA Ha TO, YTOOBI, KBO-TIEPBHIX, BEISIBUTH M U3YUYHTH aIlla-
patbl, OpraHU3alKH, ONbIT, JTa0OPAaTOPHYIO MPAKTHKY M TEXHOJIOTHYE-
CKoe 000pyAOBaHME, KOTOpPHIE AENal0T BO3MOXKHBIM HCIIOJIB30BaHUE
Hay4YHOM Ouojoruu B 00pa3oBaHMHU. DTa dMIUpPUUECKas LeJb MO3BO-
JUT TOHATh METOAOJIOTMYECKHE M TEXHHUYECKHE IMPOIECCH, KOTOPHIE
JieaT B OCHOBE 3asBICHUN O 3HAHMAX B 00JIaCTH 0Oy4eHHsS B 00pa3o-
BaHUS, BHITEKAIOLINX M3 OMOJIOTMH, OCHOBAHHBIX HA HAYYHBIX JaHHBIX.
Bropast kmroueBasi Lellb COCTOUT B TOM, YTOOBI M3yYUTh, KaK HOBBIC
Ouonornyeckre 3HaHUA 00 00y4eHUH MOT'YT U3MEHHTH 00pa3oBaTelb-
HBIE MCCIEOBaHUs, 00pa30BaTENbHYIO TONUTHKY, IPAKTUKY U 00ILe-
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CTBEHHOE MOHHMaHHE 00pa30BaHUs, & TAKXKE ONPEACIUTh MpaKTHie-
CKH€, OJUTUICCKUE U STUIECKHE MOCIEICTBHS 3TUX HOBBIX CIIOCOOOB
MBIIUIEHHs. 0 Ouonoruu B oOpazoBanum» [46]. [osiBieHne mogoOHBIX
KPYIIHBIX TPOEKTOB CBUAETEIBCTBYET O TOM, YTO OMOJIOTHMYECKHH, U B
YaCTHOCTH, TCHETHUECKHH BEKTOp TpaHcdopmanuu oOpa3oBaHUs
muie GopMHUpYeTCcs U HEe MPUHUMAETCSl OJHO3HAYHO KaK MCCIeN0Ba-
TENSIMH, TaK U MIPAKTUKAMHU.

JUist IIMPOKOTO MPAaKTHYECKOTO MCTIONb30BaHUS TEHETUKH B 00-
pa3oBaHuM TpeOyercs O4YeBHIHAS [OKA3aHHOCTh 3HAYUMOCTH KOH-
KPETHBIX TEHETHYECKUX BIHMSIHUN Ha oOpa3oBaTelbHBIE PE3YNbTaThl U
noBeZicHue o0ydwarommxcsi B mporecce ooyueHus. OnHako, Kak ObUIO
MOKa3aHo BBIIE, JOKa3aTeIbHbIE () (EKThl aKTyalbHBIX UCCIEI0BaHUN
OCIIOPHMBEI.

XapakTepHO, YTO HA JTaHHBIK MOMEHT OTCYTCTBYIOT (aKTHue-
CKHE JaHHBIC O TOM, YTO OHUMAaHHE I'eHETHYECKON STHOJIOTUHU Hapy-
mieHus: 00y4aeMOCTH W IOBEACHHUSI PealbHO NPUBEIO K pa3paboTke
3¢ QEKTUBHBIX TEAATOTHYECKHX KOPPEKTHPYIOIIMX BMEIIATEIbCTB.
Kpome Toro, umeroTcst JaHHbIE O MOTEHIINAIBHBIX HEraTUBHBIX MICHXO-
COLIMAJIbHBIX MOCIIEACTBUAX MOJIUICHHBIX OLEHOK aKaJeMHUYeCcKOu 3(-
(DEeKTUBHOCTH M 00pa30BaTEILHOTO MOTEeHIHAaNa [47].

VYike oTMedanoch, 4YTo B 00Opa30BaHUU €CTh, IO KpalHEH Mepe,
onHa cepa, B KOTOPOH NPAKTUKU TEHETUYECKUX OLIEHOK M MPOTrHO3a
YCIIEIIHOCTH CPEAOBBIX BO3ACHCTBUH YK€ CTalld PEaJbHOCTHIO — 3TO
CIIOpTHBHOE OOpa3zoBaHue. [ eHeTHuYeckre OCOOEHHOCTH paccMaTpH-
BaloTCs Kak (PaKTOPbI YCHEITHOCTH CHOPTUBHON JEATENbHOCTH HapsAdy
¢ TakUMHU (PEHOTUITUYECKUMH TIPH3HAKaMH, KaK (QyHKIHOHAIEHOE CO-
CTOSIHHE M TNCHXO(U3MOJIOrHYeCcKoe 310pOBbe. [ 'eHeTHUEecKH Mpeno-
MpeAeieHHbIe Mpeaenbl aJaNTHBHBIX M3MEHEHUH YUUTBIBAIOTCS MPHU
OIpeeTICHN N TIEPCIIEKTUB CIIOPTUBHON Kapbephl Kak Ha dTamne oToopa,
TaK M MPU MOJETUPOBAHUU CHOPTUBHOU Kapbephl B CHOPTE BHICOKHX
noctwxeHnid. OTOOp Herell U MOJPOCTKOB C aKTyaJlbHOW M MOTEHLU-
IBHOW OJJAPEHHOCTHIO B CIIOPTHBHBIE IIKOJBI HA OCHOBE WHTETPUPO-
BAaHHOrO (I'€HETHYECKOro, IICUXOJIOTHYECKOr0 M IEeNarorm4eckoro)
3aKIIIOYEHHs] O COOTBETCTBUM HMHIMBHUIYaJBHBIX TMOKa3aTeNed HopMa-
TUBHBIM 3HAYEHUSIM MApaMETPOB PacCMATPHBACTCS KaK YCJIOBHE YCIIEI-
HOTO JTBOWHOTO KapbepHOTO pocTa (coueTaHue oOpa3oBaTEINbHOW M
CIIOPTUBHOM nesiTenbHOCTH) [48].

[lepcnekTBBI WHTErpalii T€HETUKW B OOpa3oBaHUE 3HAYH-
TENBHO 3aBUCAT OT TOTOBHOCTH KIIFOUEBBIX CyOBEKTOB 00pa3oBaHUs —
poauTeneii, mpernoxaBaTenei 1 OPraHu3aToOPOB 00pa3oBaHMs — 00CYXK-
JaTh SKCIEPTHHIC MO3UIIMHM M HAaydHbIE MyOJHKAIMH O T€HETHYECKUX
WCCIIEOBaHUAX Uil 00pa3oBaHUsl M Jajiee MEePeXOIUTh K MpaKThuye-
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CKHMM BBIBOJAaM. HOBI/II_II/IH Cy6’BeKTOB 06p3.30BaHI/I$I OnpeACIAICTCA
YpOBHEM 06p3.30BaHI/I$I n aKaZ[CMH‘leCKOfI KYyJbTYPbI, ICAArOrn4CCKu-
MH YCTAHOBKAaMH U ONBITOM, LHCHHOCTHBIMH OpHUCHTALIUAMHU, YTO, IO-
BUAUMOMY, OOJLKHO CTAaTh MPEAMCETOM CIICHUAJIBHOI'O 06CY)KI[CHI/I$I.

Oo0pa3oBaHue 111 TeHETHKH

Iogviuenue cymanumapHou KOMNOHeHmbl 68 00pa308anuu 2e-
nHemuxos. COBpEMEHHOE T€HETHUeCKoe oOpa3oBaHHE HANPAaBIEHO Ha
¢dbopMHupOBaHNE KOMIIETEHIHH B 00nacTu (pyHIAMEHTANIbHOW W TpH-
KJIagHOW TreHeTHKH. [IpoeKTHpoBaHUE M peanu3alus CIeHuaTn3upo-
BaHHOT'O T€HETHYECKOTO 00pa30BaHUS 3aKJIAABIBAIOT B MOAETb KOMIIE-
TEeHUHH BBIMYCKHUKA (pyHIAMEHTallbHBIC 3HAHUS, OCBOCHHUE HABHIKOB
WCTIOJIb30BaHMSI CHEHUATU3UPOBAHHOIO 00OpYIOBaHUS W METOAOB,
oOpeTeHne yMEHHsI HCIIONIb30BaTh 0a3bl AaHHBIX M LU(PPOBBIE TEXHO-
soru. st BBICOKOH Mpo¢hecCHOHATBHON KOMIIETEHTHOCTH CIIELMAaIIH-
CTOB-TCHETHKOB Ba)XKHO YICTSATh BHHUMAaHUE CBS3IM MEXIy mpodec-
CHOHAJIbHBIMH JTUCLMIUIMHAMH U OOIIEHAYYHOU M 00LIeryMaHUTapHOM
MOJArOTOBKOH, TaK KaK I NpogecCHOHATBHON caMopeann3aluy reHe-
THKa Ba)KHO KOPPEKTHOE C TOYKH 3PEHUS STHKH M MpaBa oOpalleHue ¢
TeHETHYECKUM MaTepHalioM U comlpsbkeHHoN nHpopmanuei. Mccneno-
BaHMS U TEXHOJIOIMYECKUE pa3pabOTKU 3aTparuBaloT HHTEPECH OTAECb-
HBIX JIMYHOCTEH, POJUTENBCKHUX Map (aKTyaJbHBIX U TOTCHIHAIBHBIX),
cemMeii, obuiecTBa, rocynapctsa. [Ipodeccnonan-reHeTuK I0KeH To-
HUMATh 3TH UHTEPECH], ONACEHUs], BUAETH IIUPOTY MPOOIIeM, OpHUEHTH-
poBaThCsl B croco0ax ux paspemueHus. s GpyHIaMEHTaIBHOTO reHe-
TUYECKOT'0 00pa3oBaHUs BaXHO BHUMAHHE K COLUAIbHO 3HAYMMBIM
BOIIPOCAM, CBSI3aHHBIM C UCTOPUYECKUM Pa3BUTHEM T'€HETHKH, HaIlpu-
Mep, K CTaTyCy €BIeHHYECKMX U HEOCBIeHHMUYECKHX COLHAIBHBIX IMPO-
€KTOB, X MPUHLIHIINAIBHBEIM HAYYHBIM M STHYECKUM OTPaHHYCHHSIM.
LenocTHOE OCMBICTICHUE UCTOPUU M HACTOAIIETO T'€HETHYECKUX TeOo-
pUil ¥ TpUKIagHBIX MpoOieM TpeOyeT obOpamieHus K (UIocodckoit
COCTAaBIISIIOIICH, UTO, B CBOIO ouepenp, hopMupyeT TpeOoBaHus K (u-
nocockoi KynpType renerukoB. OT npodeccroHana 3aBUCHT, YTOOBI
reHerndyeckas uH(popmanusa Oblsia 0OOCHOBaHHOMH, MPEICTABICHHON B
KOppeKTHOU ¢opmMe. 3HauMMa WHTErpaLisl JJMYHBIX YOeKIeHUN TeHETH-
Ka M TPEACTABICHUH 00 3THUYECKHX MPUHLMIAX C BO3MOXXHO HECOBIIA-
JAIOIMH COLMAIBHBIMA M KYJIbTYPHBIMH YCTAHOBKAaMH IIE€Aaroros,
OpraHu3aToOpoB 00pa3oBaHUs, poauTeneil. B aTom mporecce menua-
TOpaMH MOTJH OBl BBEICTYNHTH MpodeccuoHanbHble 0nodTHkH. Kaue-
CTBEHHAs MOJATOTOBKa TOCTATOYHOT'O KOJIMYECTBA OMOITHKOB, BEICOKO-
KOMIIETEHTHBIX B T€HETUYECKHX BOMPOCAX, MOXKET OKa3aThCs MOJIE3HOM
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B Pa3BHTHUH HE TOJIBKO MEIMKO-TCHETUYECKOH ITOMOIIH, HO U B TPaHC-
JSIIUY TEHETHYECKUX JTaHHBIX B COLMAIBHO YyBCTBHTEIBHBIC CeEpHl,
TaKue Kak 00pa3oBaHueE.

Togviuenue cenemuueckou 2pamomuHocmu uccreooeamenei u
npakmukos 6 oboracmu obpazoeanus. Pacimpenue uccieqoBaHUNl B
00J1aCTH TEHETHKH aKTyaJu3UpyeT 3ajady MNOATOTOBKH HCCIEAOoBaTe-
Jeit 00pa3oBaHMS U MEJAaroroB K padoTe ¢ OMOIOrMYEeCKHMMHU JaHHBIMU
U UX HHTepnpeTauusmu. HaOmonaercss 3HauuTeNNbHBIH POCT UCTOYHU-
KOB, KOTOpBIC WCIIOJB3YIOT pa3HbIC THUIBI OWOJOTHYECKUX JAHHBIX
(Hampumep, pe3yabTaThl UCCICIOBAaHUN METa00IoMa, TOPMOHOB, HEH-
POTPaHCMHUTTEPOB) NPHU TPOBEICHUU HCCIICNOBAHUI IS 1IeNeil o0pa-
3oBaHus. [1o3TOMy pedb MOXKET MITH B LEJIOM 00 yCHUJICHHH OHOJIO-
TMYECKOH KOMITOHEHTBI B COLMAJIIEHO-TYMaHUTAPHOM 0Opa3oBaHUU.
['eHeTnka Kak Hay4YHas TUCHUILIMHA TPpeOyeT BHUMAaHHs, OTOMY YTO
OHa OKa3bIBACT 3HAYMMOE BJIMSHHE HA €CTECTBEHHO-HAYYHOE MHPOBO3-
3pEHHE M HCIIOJB3YETCS B TAKUX HCCIIENOBATEIBLCKAX U TPAKTHYCCKHX
00JIacTsX, KaK Ielaroruka, MCHXoIorusl 00pa3oBaHusl, COLUOIOrHs 00-
pa3oBaHMs1, PDKOHOMHUKA 00pa30BaHus, YIIpaBIeHHE 00pa30BaHHEM.

B Mupe B 11€710M TOBOJIFHO Majio IPUMEPOB BKIIIOUCHUS CIICIHA-
JIM3UPOBAHHBIX TCHETHYECKUX HCHUILUIMH U MOAYJEH B IPOrpaMMBbI
MOATOTOBKHM TEJaroroB M MccieaoBareneii oOpa3oBaHHs, HE CIeIHa-
JM3UPYIOIIMXCSA Ha TIPETNOJaBaHuN OMOJIOTMYECKUX HayK. YHHMBEPCH-
ter Uopka (Anrmus) ¢ 2021/ 2022 r. B nenapraMente oOpa3oBaHHUs
BHEIpUII MOIYNb «[ eHeTnka u oOpa3oBaHue». «Llenb 3Toro Momyss —
MO3HAKOMHTH CTY/ACHTOB C JAMCKYCCHEH O TOM, CIEIyeT JIM U KaKuM
00pa3oM YyYUTHIBaTh TEHETHKY INPU TUIAHUPOBAHUH U MPAKTUKE 0Opa-
30BaHUs. OH MPENOCTABUT yYAIMMCS TIOCTATOUHBIN OIBIT UCCIISOBAHUS
B 00JIaCTH TOBEJICHYCCKOH T'CHETUKH CIIOCOOHOCTEH K OOYYCHMIO M Ha-
PYLICHHUH, 9TOOBI OHU MOIJIM Pa3BUTh OCO3HAHHYIO TOYKY 3pCHUS. <...>
Monynp HampasieH Ha TO, YTOOBI MOMOYb CTYJIEHTaM HCIOJIb30BATh
paznuuHble (JOPMBI JJOKA3aTeNLCTB M apryMEHTOB, MPOBEPssS UX Ha-
JeKHOCTh, 000CHOBAaHHOCTh M 3HAYCHHE JJISl TICUXOJIOTHU B 00pa3oBa-
Hum» [49]. B Poccuiickoii @enepanun aeiictytomue ®I'OC noaro-
TOBKM yYHTENel He BKIIOYAIOT CIEHUaIM3HUPOBaHHOE (pOpMHpOBaHUE
KOMIICTEHIIUI B 00JIACTH T€HETUKH 00pa30BaHHMS.

OTMeTHM, 4TO OOLIMM MECTOM CTalld YTBEPXKICHHUS O CIOXKHO-
CTH TPAHCISALMK PE3yJIbTaTOB T'EHETHYCCKUX HCCICAOBAHUN HecIie-
ranuctaM [50] ¥ 0 CKIIOHHOCTH HECTICLHAIMCTOB WHTEPIPETUPOBATH
TeHEeTHUYeCcKy0 MH(opManuio B aerepMuHHCTCKOM Kitode [51]. [e-
TEPMUHHUCTCKAsA, @ HE BEPOSATHOCTHASI, UHTEPIIPETALUS TCHETUICCKOr0
pHCKa CO CTOPOHBI CIICHUAIMCTOB B 00J1aCTH 00pa30BaHKs yBEIMYHBACT
ONACHOCTH TUCKPHUMHHAIIMU U Cerperanuy o0ydaroIluXxcsi Ha OCHOBE
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reHeruueckoro npoduins. Kpome toro, ans yaurenel, OTHOCSIIUXCS C
SHTY3Ma3MOM K HayYHO-TEXHOJOTHYECKAM HOBAIUSIM B 00pa3oBaHUH,
WCIIONb30BaHUE TEHETHYECKON HH(POPMAIIUU MOKET Ka3aThCs MPUBJIC-
KaTeIbHBIM U CHHU3UTHh KPUTHYHOCTH BOCTIPUSATHUS METOJOJIOTHYCCKUAX
OTPaHUYCHUH W TPAKTUYCCKUX IKCTPATIOISIIHIM.

JlaHHBIE O pacHpPOCTPAHEHHOCTH CPEIM yUYUTEIIeH HeHpoMH-
¢doB [52] MO3BOISIOT MPEAMOTOKHUTE, YTO OIIMOOUHBIC MK HETOTHBIC
MPEJICTABIICHUS YUUTENEH O TeHETUYECKOH OCHOBE CIIOCOOHOCTEH Tak
K€ BECbMa PACIPOCTPAaHEHBI, U UX JOBOJIHHO TPYIHO M3MEHUTH JaXKe
MIPY [IEICHATIPABICHHOM MOBBIIICHUN KBaTH(UKAIIHH.

Hecmotpst Ha ycTOHYMBOE pacCMOTPEHHE TCHETUYECKHX OCO-
OCHHOCTEH B KayeCTBE MCTOYHUKA WHUBUYaJbHBIX Pa3INIdi B aKaJie-
MHUYECKHX CITOCOOHOCTSIX M YCIIEBAEMOCTH, CYIICCTBYIOT JIUIIL OTJEIb-
HbIC OTPaHUYCHHBIC HMCCICIOBAHMS TOTO, KaK YYHUTEIS BOCIPHHUMAIOT
nH(OpMAIMIO O BKJIAJe TCHETUKUA B aKaJIEMHUYECKUE Pa3lIudhs, Kak
Takass wH(popMarus (HaKTUYECKH MEHSET MM MOXET M3MEHUTH BOC-
MPUATHE TIearoraMyu 00y4aronmxcs Wik TpaHC(HOPMHUPOBATH TMENaro-
rudeckue mpakTHKu. OTCYTCTBYIOT W TPHKIAJHBIC WUCCIICIOBAHUS
TOTO, KaKue MPAKTHYECKUE JACHCTBUS MOTYT OBITh NIPEAINPHUHSTHI IS
MOBBIIICHUST KOMITETEHIINI PaOOTHUKOB CHUCTEMBI 00pa30BaHUS B 00-
JIACTH TeHEeTU4ecKux 3HaHui. [IpencraBisercs, 4To UCCIENOBaHUS TI0
BBISIBJICHUIO 0COOCHHOCTEH BOCIIPHUATHS TCHETUYECKUX (haKTOPOB aKa-
JEMHYECKUX CIIOCOOHOCTEH JOKHBI OBITH MPOBEJCHBI B OTHOIICHUH
BCEX KIJIFOUEBBIX CYOBEKTOB 00pa30BaHMS C YYETOM KYJIBTYPHBIX OCO-
OCHHOCTEH, 3HAYMMBIX JJIs HAIITHOHAJIEHBIX 00Pa30BaTEIIEHBIX CHCTEM.

I'eneTn3zanus o6pasoBaHns KaK NPOTHBOPEYUBLIN Npouece

Pacmipenne sMOupuuecKux HCCICAOBAHUN B TEHETHUKE MOBE-
JICHUsI CITIOCOOHO BBI3BATh 3HAYMMBIC M3MCHCHUS B IMOHMMAHUW CYIII-
HOCTHBIX XapaKTEPUCTUK 00pa3oBaHus. TpaKTOBKaA MPUPOJIBI YSTTOBEKA
B TEOpPHH OOpa30BaHUsS NPU HAPACTAIONIEM BIIMSIHUM TCHETUYCCKUX
JAHHBIX MpEeTepIeBacT mpolecc reHerusanuu. ['eneTu3anus nposiBis-
ercsi B TOM, YTO F'€HETUYECKOE CTAHOBUTCS KIIIOUEBBIM HM3MEPECHUEM,
JI0 KOTOPOTO pEeAyIUpyercs ObITHE YENOBEKAa, YTPAYMBACTCS IIENIOCT-
HOCTh BOCHPHATHS YEJIOBEKa B €IMHCTBE TEJIECHOro cyOcTpara u Iy-
XOBHOCTH, TCHETUYECKOE HAJENACTCSI CaMOCTOSTEIbHBIM CTaTyCOM,
OTJEIBbHON IEHHOCTBIO, CTAHOBUTCSA OCHOBAHHEM IS M3MEHEHHS IT0-
HUMaHU CYTH U Ilelieil oOpa3oBaTeNbHBIX BoO3ncicTBUil. B moHMMa-
HUM YETIOBEKa C YBEIMUYCHHEM TI'€HETHUYECKHX 3HAHUM U POCTOM BO3-
MOXKHOCTH pa0OThI ¢ TEHETUYECKOH MH(pOpMaIiell pacipoCTpaHsIeTcst
MeTadopa «TeNo — MaIlMHa», TEHOM KaK OCHOBA TEJIECHOCTU TPAKTYETCS
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Kak OOBEKT M3Y4eHHsS M M3MEHEHHs B TOM Mepe, B KaKOH 3TO MOXKET
COBpEMEHHas Hayka M JIOIMyCKaeT COBPEMEHHOE OOIIEeCTBO, B TOM YHCIIE
B memax ynydmenus. [lepeHoc BBISBIEHHBIX T€HETHYECKUX KOppes-
TOB 00pa30BaTENbHOTO MOBEACHUS B TCHETHUECKHH CKPUHHUHT MOXET
MIPEBPATUTh TEHETUYECKOE HEPABEHCTBO B TEHETHUECKOE pa3inydue
[53]. Ecnu ckpuHHHT Oyner pacliMpeH 3a MEIULUHCKUE TPENesbl B
0051acTh BBISIBJICHUSI TEHETHUECKUX PUCKOB HAapyLIEHHH 00ydaeMocCTH,
MOSBATCS. BO3MOXXHOCTHU JJIs1 OTOOpa MO MIHPOKOMY CHEKTPY COLIHAIIb-
HO 3HAYMMBIX MPHU3HAKOB, YTO MOXXET CHU3UTH 3HaueHHE 0Opa3oBaHUs
Kak (akTopa BBIPAaBHUBAHHS BO3MOKHOCTEH. ['eHeTH3amus pa3HBIX
cdep KHU3HU OOIIECTBa B MEPCIIEKTUBE MOXKET OBITH CBSI3aHA C HaBs-
3bIBAHMEM HEKHX T'€HETHYECKUX HOPM, Ha KOTOpbIE OYAyT OpUEHTUPO-
BaThCS KyJIy4IIAIONINE MAaHUTYJISLIAN.

[IpoeKThl CKpUHUHTA, TEHETUYECKOH NaclopTH3auuu U 6nodaH-
KUPOBaHM MO3BOJISIIOT MPOTHO3UPOBATh M YMEHBIIATh PUCKH 3a00iie-
BaHUH, aHATU3UPOBATh OCOOEHHOCTH YeJIOBEKa Ha MOJIEKYJISIPHOM
YpOBHE, HO OIHOBPEMEHHO CBA3BIBAIOT BCIO MOBCEAHEBHYIO KH3Hb
YelnoBeKa ¢ TEHETHKOH. | eHeTHKa MpHUBIIeKaeT BHUMaHUE K PUCKaM, U
MBICJTb 00 THX PHCKAax, €ClIM YeIOBEK 3aIyMBIBACTCS O HUX, MEHSACT
ero BocrpusTre. He ToNbko mpu HamWMYUK SBHBIX MAaTOJIOTMH, HO U B
©KEAHEBHON 3a00Te O MPOJICHUH XKHU3HH, 0 (PU3NYECKONW U COLHAlIb-
HOW aKTUBHOCTH, 00 aKaJeMHYECKOH YCHENTHOCTH YelIOBeK oOpariaer-
cs K reHaMm. Pa3BuTHe moTpeOHMTENbCKOW T'eHOMUKH, OCHOBAaHHOE Ha
mparMaTu3Me Kak 3THYeCKOM Oasuce ASHCTBHM, OyAeT CTUMYIHPOBATh
moaell oOpamaTthcs K TEHETHYECKHMM HCCIIEIOBaHUSAM Topasio 4a-
mie, ueM TpeOyeT pa3BUTHE Hay4HbIX 3HaHUH. [lo Mepe pacmupenus
JOCTYMHOCTU 3HAaHUSI 00 MHIMBHIYaTbHBIX TEHETHUYECKUX OCOOEHHO-
CTSIX KakK MPEeONOoChUIKaX ONpPEACTICHHBIX COCTOSIHUH yTpauuBaeTcs
BO3MOXHOCTh OTPaHMYHMTH T€HETHYECKHE JaHHBIC JHIIL OHMOMEIUIIH-
Hoi. Kak mpakTudeckw KaxKIblii YelOBEK CTAHOBHTCS IIALUCHTOM B
OXHIaHUM» MaHu(ecTanuu 3a00JeBaHUs 110 MEPE PACUIMPEHUs IMpo-
THOCTUYECKOW (YHKIMH TEPCOHATM3UPOBAHHONW MEANIIMHEI, TaK B 00-
pa3oBaHUM CYOBEKT 00pa30BaHMSA OKaXKETCs Mepel BO3MOXHOCTBIO U
Jake HEOOXOOUMOCTBIO COOTHOCUTH IPOLECC M Pe3yibTaThl 00pa3o-
BaHUSl C T'CHETUYECKHMH AaHHBIMH. Meaukanu3anus B MOHUMAaHUU
MIPUPOJIBI YENIOBEKA CITyCKAETCA C YPOBHS TEN Ha ypOBEHb I'€HOB, KO-
TOpBIE CTAHOBATCS TJIABHBIM «BOIUIOLEHUEM 00pa3oBaTENbHBIX PHC-
KOB» U MpeaenoB 00pa3oBaTeNbHBIX BO3ACHCTBHUM.

B MequuuHe mpoucxoauT NOCTENEHHBIN 0TKa3 0T Bomnpoca «Uem
s OOJICH M 4eM MHE MOXKET TOMOYb MEAUIMHA?» B MOJB3Yy IPYTUX BO-
npocoB: «YeM g Mory 3a0oieTh Ipyu MOeM TeHOMEe?» Wi «HYeMm MoryT
3a001eTh MOH AETH?», «CMOXKET 1 MOMOYb MEAMIINHA MIPU MOEM Te-
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HOME /| TEHOME MOETro POXKIACHHOTO WM HEPOXICHHOI0 peOeHKa?».
B oOpazoBanuu anamorndHo ot Bompoca «Kak oOpasoBaHHEe MOXKET
CIOCOOCTBOBATH MOEMY Pa3BHTHIO?» MOXKET MPOUCXOIUTDH MEpexon K
BorpocaM: «KakoBbl pe3ynbTaThl M MpeAeibl 00pa3oBaTENbHBIX BO3-
JCUCTBHIA, CBA3AHHBIC ¢ MOCH T'CHETHYECKOM YHHKAIBLHOCTBIO / ¢ 0CO-
OCHHOCTAMU TEeHOMa Moero peOeHka?», «CMoOXer Jim 00pa3oBaHUE
KOMITEHCHPOBATh T'C€HETHYECKHE PUCKH U Pa3BUTh MOH T'€HETHUECKUE
MPeApacnoIOKEeHHOCTH?». Uepe3 oTBeThl Ha MOAO0HBIE BOIPOCH! 00pa-
30BaHUE KaK TPAJUIIMOHHBIA HHCTUTYT CTPEMIICHHSI K KCOBEPLIEHHOMY
YEIOBEKY» OKa3bIBAaeTCs Bce OOJIbIIE CBI3aHHBIM C TEHETHUECKOW pa3-
MEpPHOCTBIO.

[Ipoucxoaut Meaukanu3anus oOpa3OBaHUS KaK COLUAIBHOTO
WHCTHUTYTa. Pa3BuTHE reHETHUKH BIHET HAa COLMAJIbHBIC OTHOIICHHS B
obnactr 00pa3oBaHMs U TEM caMbIM Ha 00pa30BaHUE KaK COLMAIbHBIHN
uHCTUTYT. [lonm mpoueccoM «reHernzauuu» o0pa3oBaHHUA OyAeM IIO-
HUMAaTh TPOLECC HApacTaloIlero BHUMAHUSl Pa3IMYHBIX CYOBEKTOB
o0pa3oBanus (rocyapcTBa, MeJarornieckoro cOOOIecTBa, POIUTEIb-
CKOI OOIIECTBEHHOCTH, PAa3IMYHBIX TPYNIT O0OYYaIOMINXCs) K TCHETH-
YECKUM OTKPBITUSAM M TEXHOJIOTMYECKUM HOBAIMSIM Ha WX OCHOBE,
OpPHMEHTALMIO Ha MCIIOJIb30BAHNE I'CHETHYECKUX 3HAHWU U TEXHOJOTHH
B TEOPUH U MPAKTUKaX 00pa30BaHUS.

[Mognepxanue TeHETUYECKHMMH HCCIEJOBaHUSIMH TpEHAa Ha
NEpCOHUPHUKAINIO U WHAWBUAYAIH3ALHIO 00pa30BaHUSA MOXET OBITH
CBSI3aHO C pa3pabOTKOH MepCOHATN3UPOBAHHBIX WM IPYIIIOBBIX 00pa-
30BaTENbHBIX MPOTPaMM Ul ONPEAETICHHBIX BHIOOPOK 0Oydaromumxcs.
OTO KaHamM3UpyeT 00pa3oBaTelbHBIE TPACKTOPUM HHIUBHIOB MU
TPYII, MOXET CO3/aTh JOMONHUTEIbHbIE OCHOBaHMS A auddepen-
IUanuu 00pa3oBaTeNbHBIX PE3yIbTaTOB MPH M3MEHEHHHU IpeAcTaBIie-
HUIl 00 oOpa3oBaTenbHON HOpME. MOXKHO OXHIATh U W3MEHEHHH B
WHCTUTYUMOHANBHBIX (QYHKIUAX 00pa3oBaHMs, CBSI3aHHBIX C (HOpMH-
pOBaHUEM U TOJJEpPKAaHUEM BHYTPUTPYIIOBOH CIUIOYEHHOCTH, CO-
TPYZAHHYECTBA U COACHCTBHSA, a TAKKE B COLUATILHON M BOCIIUTATEIbHON
¢ynkuusax. ['enernueckue 0ObICHEHNS aKaJeMUIECKUX CIIOCOOHOCTEN
MOT'YT OBITH CBSI3aHBI C Pa3IMYHBIMH MPAKTUUYCCKHUMH CICACTBUSMHU:
CHMKEHHEM OTBETCTBEHHOCTH 3a 00pa3oBaTeNbHBIC MPOOJIEMBI CaMUX
00ydJarommxcsl, CTPEMJICHHEM K COLHAIBbHOMY JIWUCTaHLUPOBAHUIO,
pacmnpocTpaHeHHeM MEeAarorndeckoro NecCuMm3Ma B OTHOLLICHUH TIpe-
IenoB oOpa3zoBatensHOro mporpecca [54]. I'pannna mexmay Ouonoru-
YECKUM M KyJIbTYPHBIM CTAHOBUTCS AOBOJNBHO XpymnKkoi. Tak, mpaktu-
YeCKOe HCIONb30BaHME T'CHETHMYECKHX AAaHHBIX B IIKOJNAX, KOTOpOe
pasBopaunBaercsi B CILIA mox JI03yHroM OpHEHTAallMKd Ha «TOYHOE 00-
pa3oBaHue», YK€ MPUBOAUT K TOMY, 4TO 0Opa3oBaHHE aAanTHPYETCs
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MOJT TEHETUYECKHI COCTaB oOywaronmxcs. Vcrnonp30BaHne TeHeTHYe-
CKOM MH(pOpMAIK TIPU TUIAHUPOBAHUK 00pa30BaHUs PeOCHKA BBI3bBI-
BaeT 3aMHTEPECOBAHHOCTh U OJHOBPEMEHHO 03a004YEHHOCTH OOIIIe-
CTBEHHOCTH, B TOM YHCJIE OTHOCUTEIHLHO COOMIOAEHHUS OHMOITHUYECKUX
MIPUHIIAIIOB TOOPOBOJIBHOCTA W aBTOHOMUH TIPU TECTUPOBAHUU JCTEH
[55]. T'eHoTHNMPOBaHUE MOTEHIIMATBEHO MOXKET YIITyOHUTh COLUATBHO-
SKOHOMHUYECKHE Pa3lIuyusl, a, BOSMOXKHO, M PACOBBIC, IOCKOJIBKY T€HE-
TU4ecKast mH(opMalus OyIeT UCIOTb30BaThCs 00CCIICICHHBIME CEMbSIMU
u/unu 00pa3oBaTEILHBIMU OPTaHHM3AIMSIMH, PaCIONaralIiiMu pe-
cypcamu JJIs aIanTalliOHHBIX 00pa3oBaTelbHEIX Mep. Mcnonp3oBanue
TCHETUYECKHUX JIAHHBIX O0OCTPUT M 0€3 TOTO CIOXKHYIO Ui 00pa3oBa-
HUS IPOOJIEMY CIIPaBEIITUBOCTH.

AkTyanusupyercst 3aja4a COXpaHEHUsI KOH(DHICHIINAILHOCTH U
MPEIOTBPAIICHUS TeHETUYECKON TUCKPUMHUHAIIMKA B 00pa30BaTeIbHON
cpene. Hopwmel, perymupytomiue co0p, XpaHEHUE U UCIIOJIb30BAHUE Te-
HETHYECKOW MH(pOpMaINY, pa3InvyaloTCs B pa3HbIX cTpaHax. [IpaBoBas
3ammTa OT JUCKPUMUHAIIMY 110 TeHETUYECKUM MapaMeTpaM B 00pa3o-
BaHWU HE pa3BUTa Ha HalWoHANBHOM ypoBHe. B CIIIA, rue B 2008 r.
MPUHAT «3aKOH O HEIWCKPUMHHAIIMKA TCHETHYECKOW WH OpMaIuu»,
3ampeleHa TUCKPUMHUHAIUS 110 TEHETUYSCKOW MH(GOpMAIK JHIIb B
cdepe TPYAOBBIX OTHOIICHHN M MEIWIIMHCKOTO CTpaxoBaHUs, cdepa
00pa30BaHUs HE BXOAUT B PEAMET PEryJIMPOBAHUSI TAHHBIM 3aKOHOM.

3a 3KCmaHcHel TeHEeTHKH B 00pa30oBaHHE IO CYTH CTOAT (UIIO-
co(ckrie OCHOBaHHWS, HAa KOTOPBIX Oa3uWpyeTcsl MOHUMAaHHE MPHPOJIBI
YelioBeKa M POJM YeliOBeKa B oOIIecTBe. 3amajHas HeonnOepambHas
UJICONIOTHS ISNErUPYeT OTBETCTBEHHOCTh KaK 3a 3JI0POBbE U (PU3UOIIO-
TUYecKoe OJaromoiydre, Tak U 3a 0oOpa30BaHHE CaMOMY WHJIUBHTY.
B pspae ctpan npodunaktika U JiedeHue 3a00JIeBaHUA, UMCIOIINX Te-
HETHYCCKUE TMPUYHMHBI, CTAHOBUTCS HE CTOJIBKO TPAaBOM UYEITOBEKa,
CKOJIbKO 00s3aHHOCTBIO. [lepcriekTrBa paclpOCTPaHHUTh HA YeIOBEKa
OTBETCTBEHHOCTh 33 ONpEICIICHUE TCHETHYECKHX  acCOIUaIlni,
BITUSIONIMX Ha MPOIECC U PE3yJIbTaThl 00pa30BaHUs, M OCYIICCTBISTh
00pa3oBaTEIbHBIA BHIOOP C YUETOM 3THUX acCOLMUAIMN OOCpPHETCS MpH-
HYKJICHUEM YeJIOBEKa K JIOCTHIKCHUIO ONPEICIICHHBIX 00pa30BaTeIbHBIX
pe3yIbTaTOB B KOHKPETHBIX 00JIACTSX, cerperamnvei, JMCKpUMUHAIIACH,
CUMBOJMYCCKAM UCKIIOUeHUEeM. [loHMMaHue TpaHUI] oOpa3oBaTeib-
HOW CBOOOJIBI, OTBETCTBEHHOCTH M 00pa30BaTEIEHOTO BEIOOpA HA OCHO-
BaHUM TeHETUYCCKUX KOH(PUTYpaluii yMEHBIIUT BHUMAaHUE K CPEIOBBIM
00pa30BaTEIBHEIM (haKTOpaM.

leHernzanus MOHWMaHUS TPUPOIBI YETOBEKA M TEHETHU3AIUS
00pa30BaHUs KakK COIMAIIBHOTO WHCTUTYTa CTaBSIT BOIPOC O COOTHO-
IICHUH WHIWBUIYaTbHOTO U KOJUIEKTHBHOTO. Kak Moryt ObITh paspe-
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HIeHB! KOHMIUKTHI MEKIY POAMTEISIMU M TOCYAapCTBOM OTHOCUTENb-
HO TIOJJHOMOYHWH ONpeneNnaTs JTydiiue WHTepechl peOeHka? SIBisiercs
JM TIEPCTIEKTHBA TEePCOHANM3ay 00pa3oBaHUA Ha OCHOBE MOJEKY-
JSIPHBIX JAaHHBIX JKENaTeNbHOM Ui WHAMBUIA, ceMed u oOmecTBa?
B kakux mpezmenax IOMYCTMMO BMEMIATENbCTBO IOCYAApCTBA B KOH-
(NUKTHl WHAMBUIYAJIBHBIX M KOJJICKTHBHBIX Lened oOpa3oBaHuA?
[IpencraBneHuss 0 TEHETUYECKUX PEANTBHOCTIX M PUCKAX, KOTOpBIE B
obmecTBe 00CYXKIAIOTCs, OCHAPUBAIOTCS M MOJAEPKHUBAIOTCS, KOH-
CTPYUPYIOTCS B 3aBUCHUMOCTH OT JAWHAMUYHBIX COLIMOKYJBTYPHBIX
KOHTEKCTOB.

MuHMMU3aMg ~ PUCKOB TPU  Pa3BUTUM HOBBIX HAay4dHO-
TEXHOJIOTMYECKUX HampaBlieHUH U UX BHEAPECHUH B COLMAIbHBIC MIPaK-
TUKH MPOUCXOAUT 33 CYET COBMECTHOTO ACHCTBHS OMOITHYECKHX H
MPaBOBBIX MeXaHW3MOB. [IpaBo obecreunBaer mMpaBOBYIO CTaOMIIb-
HOCTb B OOIIECTBE, HO HE BCEra MOXKET TapaHTUPOBATh MAaKCUMH3a-
U0 Onara M CIpaBeIMBOCTH JAJsl OTAETBHOTO YEJIOBEKa WM CEMbH
py NpUMEHeHnH oOmiel mpaBoBoi HOpMBI. brosTHka mpu3BaHa mMo-
MOYb ¥ OOIIECTBY B LIEJIOM, U OTACTbHOMY UYEJIOBEKY, OKa3aBIIEMYCS B
CUTYallUu 9K3UCTEHIUAIILHOTO BEIOOpA, 1 MAKCHMU3UPOBATH OJIaro.

[Ipouecc renernzanyy CTaBUT 0Opa30BaHUE U TEHETHKY, a B TIEp-
CTIEKTUBE U TCHETHUYECKUE BMEIIATEIbCTBA, B OAMH PAA CPeAcTB Qop-
MUPOBaHHUA WHIUBHIYAJIBHOCTH M HICHTUYHOCTH peOeHKa. PeanbHbI
PHUCKH, 4TO TEHETU3ALMs, CKOpPEE, OTPaHNYUT, YEM PACIIUPUT 3HAUYEHHUE
00pa3oBaHMsl KaK COLMAIBHOIO MHCTUTYTA. B chily BBICOKOI 4yBCTBH-
TENFHOCTH OOILECTBA K BOIPOCaM MHIMBUAYAJIbHBIX TEHETHIECKUX Pa3-
JUYUN SKCHAHCUSI TEHETUKH B MPOCTPAHCTBO 00pa3oBaHUSA TpeOyeT
pa3BepHYTOH COLMAIbHO-TYMAaHUTAPHON SKCIIEPTU3BI.

BriBoaBI

BricTpopacTymas HOCTYNHOCTh T€HETHYECKUX JAaHHBIX I03BO-
JIeT BCe AETaJbHEE OMMCHIBATH N'EHETUYECKUE OCHOBHI MHAMBUIYyalb-
HBIX paznuuuil. ['eHeTnueckue nccnenoBaHus NPETEHAYIOT Ha OLIyTH-
MbIe TpaHChOpMauK 00pa30BaHUsl KaK TEOPHU M MPAKTHUKH B YaCTH
TPAaKTOBKH (PaKTOPOB 00pa30BaTENbHON YCIEITHOCTH U HEYCIIEITHOCTH
KaK Ha TMOIMYJSIIMOHHOM, TaK M Ha MHIMBHIYalbHOM YPOBHE, TIOMCKa
MIPENENIOB U OTpaHUYEHUI CPEAOBBIX BO3JCHCTBMIA Ha T€ WM WHBIE
KadecTBa, popMupylomuecs B Xoae o0yueHns U BOCIUTAHUsI, Onpere-
JIeHUs TIyTeH A7l YIydlIeHUs] 00pa3oBaTelnbHbIX pe3yabTaToB. Pacim-
peHue 3HAHUH O HACIIEACTBEHHBIX MPUYHHAX OOJe3HEW 3HAYMMO TS
co3gaHus 00pa30BaTEbHOTO MOTEHIHANA AJISL IeTeil ¢ OrpaHUYEeHHBIMU
BO3MOKHOCTSIMH 3[I0POBbSI M Pa3BUTHUSI WHKIIO3UBHOTO 0Opa3oBaHUSI.
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Haxkorenne marepuana mo reHeTHYECKHUM NPEIUKTOPaM ONpeesieH-
HBIX Ka4eCTB MMEET ONpeleSieHHbIE MEPCIIEKTUBBI I MpeacKa3aHus
aKaJEeMHYECKHUX Pe3yIbTaTOB.

Pa3BuTHe reHeTnvyeckux HCCIeNOBaHUNA COOTBETCTBYET TPEHAY
MEPCOHAIN3ALNH, KOTOPBIX SBISETCS OOLMM Uil MEAWIUHBI U 00pa-
30BaHMs. Pa3BUTHE T€HETHUYECKUX HHCTPYMEHTOB OOECIeuMBaeT Ha-
pactaromuii 00beM 3HAHUI Ha TOMYJISLUUOHHOM M WHAWBUAYaJIEHOM
ypOBHE. AKTyaJlbHbIe METOJBI MO3BOJIIOT BBISBIATH aCCOLHUAIMN Me-
XKy TOJMICHHBIMH IOKa3aTesIMA M 3HAYMMBIMH Uil 0Opa3oBaHUS
(PCHOTHITMYECKMMH MPU3HAKAMHU (MHTEIUICKTOM, KOTHUTHBHBIMHU CIIO-
COOHOCTSIMH, aKaJIeMHUYECKOH YCHEUIHOCTBhIO, OAapPEHHOCTHIO), T'eHe-
TUYECKUE PUCKK 00pa3oBaTEIbHBIX MPOOJEeM, TeHETHYECKHE KOMIIO-
HEHTHI TICHXOJIOTHYECKUX OCOOCHHOCTEH, 3HAUMMBIX AJIsl Ipolecca U
pe3ynbTaToB 00pa3oBaHusl (YCTOWYMBOCTH K CTPECCY, JHOOOMBITCTBO,
BHHMaHHE, CAMOKOHTPOJIb, HEBPOTU3M, CKJIOHHOCTB K JICTIPECCHU U JIp.).
B KOHTEKCTE MOBOpOTa K «TOYHOMY OOpa30BaHHIO» MPHUMEHEHUE Te-
HETHUYECKMX 3HAHUI MOXET cTaTh 0a30il i TpaHchopMauuu Hpo-
LECCYaIbHOTO U PE3YJIbTaTUBHOTO aCHEKTOB 0Opa3oBaHUA, a TaKKe
BBICTpanBaHUs 00pa30BaHUS KaK COMAIbHOM cucTeMbl. Cleayer KoH-
CTaTUPOBATH HAIMYKE psiia PaKTOPOB, KOTOPHIE MPEMSTCTBYIOT BXOXK/IE-
HUIO pe3y/IbTaTOB HAYYHBIX TCHETUYECKUX HCCIIEJOBaHUI B 00pa3oBa-
TeNbHBIE MPAKTHKH.

Pa3BuTne memarormyeckoil TEHETHKH KakK CaMOCTOATEIbHOMN
HCCIIEZIOBATENbCKON O0NACTH HYXKAAeTCs B aHaln3e MEPCHEKTHB H
OrpaHWYEHHH TOMCKa OOBSCHUTENBHBIX U MpencKa3aTelbHbIX MOACIEeH
TEHETHYECKUX MPEIUKTOPOB 00pa3oBaTeIbHBIX MPOLECCOB M PE3Yib-
TaToB. MIrHOpHpOBaHNE 3HAYNMOCTH T'€HETHYECKHX OCHOBaHWHU (eHo-
TUIIMYECKUX TPU3HAKOB MOXET MPUBECTH K OIMMOOYHBIM BBHIBOAAM
OTHOCHUTENIBHO COOTHOILEHUS TEHETHUECKOTO U CPEAOBOTO, B TOM YHCIIE
ponu 06pa3oBaTENbHBIX BO3JACHCTBHIA, a MPEYBENUICHHUE POJIA TCHETH-
YeckuX (PaKTOPOB MOXKET HETaTUBHO CKa3aTbCsl HA paBEHCTBE 00pa3o-
BaTENbHBIX BO3MOXKHOCTEH U (popMHUpOBaHUU 00OrameHHbIX 00pa3oBa-
TENBHBIX Cpel U KaXI0ro 00y4aroerocs.

[Ipouecc renernsanuu oOpa3zoBaHUs NPOSIBISETCS B TpaHCHOp-
Maliy TOHUMaHUs MPUPOABI YEIOBEKa B TEOPUM 00pa3oBaHus, KOraa
TCHETHYECKOe CTAHOBHUTCS OCHOBAaHHMEM Ul M3MEHEHHs] NOHUMAaHUs
CYTH M Lelieil 00pa3oBaTeNbHBIX BO3JACHCTBHM, a TakKe B TCHACHIUH
WCTIOJIb30BaHUS TCHETHYECKUX 3HAHUW W TEXHOJIOTHH B TMPaKTHKaX
00pa3oBaHusl MPU W3MEHEHUH COLMAIBHBIX B3aWMOICHCTBHIA MEXIY
cyOBeKTaM# 00pa30BaHusl 10 MOBOAY CIIPABEIIMBOCTH, PABHOTO IOCTY-
nma K o0pa3oBaTeNbHBIM CpefaM, 00pa3oBaTeNbHON CBOOOABI U OTBET-
CTBEHHOCTH, KOH(QUACHIHMAIBHOCTH. I[lepcreKTuBHl TpaHChOpMauu
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MacCOBBIX COLMAJIBHBIX B3aMMOJCHCTBHI B 00pa3oBaHMH HAa OCHOBE
TEHETUYECKUX JaHHBIX CTaBAT (PUIIOCO(CKHE BOMPOCHI O COOTHOIIIE-
HUH UHIUBUAYATBHOTO H KOJUICKTUBHOTO.

3HaveHne 00pa30BaHUs ISl PA3BUTHS I'CHETHKH CBS3aHO Kak C
KaueCTBOM MPO(eCCHOHANBHOM TTOrOTOBKH CIICUAINCTOB, ISl KOTOPBIX
Ba)XHO TOHMMAaHUE YYBCTBHTEIBHOCTH TCHETHYECKOW HH(POpPMAIUU
JUISL KJTIOYEBBIX CyOBEKTOB 00pa3oBaHMs M COLHAIbHON Pa3MEpHOCTH
MHTEpIpETAINi TeHETUYECKUX PE3yJIbTaTOB, TaK U ¢ (POPMUPOBAHHEM
y MeIaroroB ¥ NIMPOKHUX CJIOCB HACEIICHUS TIOHUMAHHUS CyTH TeHeTHYe-
CKHMX OTKPBITHI, HAIIPAaBJICHUN UX UCIIOIb30BAHMUS, IIEPCIICKTHB, COLH-
aTbHO-TYMaHUTApHBIX NPOOJIEM pPa3BUTHS TCHETUKH M CIIOCOOOB HX
pa3penieHus.

Beicokas conmanpHas 3HaUMMOCTB TPOIIECCOB B 00pa30BaTellb-
HOHM cdepe W 3THUECKask pa3MEpHOCTh MPOrpecca TeHETHKH TPeOYIOT
COLIMAIILHO-TYMaHUTAPHOW DKCIEPTU3BI MPOOJIEM, PUCKOB U OrpaHU-
YEHHU TPOEKTOB, CBS3aHHBIX C MCIOJB30BAHUEM T'CHETUYECKUX JIaH-
HBIX ¥ MIOJXO/I0B B TEOPHHU M MIPAKTHKE 00pa30BaHUS.

[Tnaron B 10-it xkHure «I"0cymapcTBa» OMMCHIBaN Kak JIyIId OMpe-
JEISIOT TPEACTOSIIYIO KU3Hb U3 MHOKECTBA OOPa3lOB: 371ECh «BCE
BHUJIbI YEIOBEUECKHMX KHU3HEH» — «OOraTcTBO W GEIHOCTH, OONE3Hb U
3JI0pPOBBbE», KK/l BRIOUpAET cede Ty KHU3Hb, KOTOpas B JajlbHEHIIIEM
JOJDKHA OBITh MpOosKHUTa. [1IaToH paccykaaer o TOM, KaKk CIy4aifHOCTh
coueTaercsi ¢ BHIOOPOM, BHIOOp C MPEAONPECICHHOCTBI0. Borpock!,
KOTOpbIe cTaBmia (GUIOCO(pHs Ha MPOTSHKEHUU BCEH CBOE McTopuH,
MO-TIPSKHEMY aKTyaJbHBI 110 MEpE Pa3BUTHS TCHETHKH U €€ B3auMO-
nercTBuUs co cdepoii 00pa30BaHMs: KaK 3aKOHOMEPHOCTH HACIICACTBCH-
HOCTH COYETAIOTCS CO CIYYaiHOCTBIO, KaK CIIy4alHOCTh COCIUHSETCS C
I[eJICHATIPAaBJICHHBIM YEJIOBEUYECKUM BBIOOPOM, KaK BBIOOp IO TOBO-
Iy TEHETHYECKOr' 0 CBS3aH C COLUAIBHBIMUA M KYJIbTYPHBIMH I[CHHO-
ctsimu [56].
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E.I'. I'pebenmukoBa

STUYECKHUE ACIEKTHI ”THOOPMUPOBAHMUS
TPETHUX JAL B MEAWIINHCKOM T'EHETUKE!

Annomayus. Pe3ynpTaTbl TCHETHIECKOTO TECTHPOBAHUS MOT'YT IIPEACTABIATh HH-
Tepec I KPOBHBIX POJCTBEHHHKOB INAIMEHTa W OYIYIIUX ITOKOJICHHH €ro CeMbH,
OJTHAKO CJIOXKHBIIHECS K HACTOSIIEMY BPEMEHH 3THUKO-IIPABOBBIC HOPMBI HH(POPMHPO-
BaHMA HE MO3BOJIIIOT B MOJHOM Mepe MPUHATh BO BHUMAHUE MHTEPECHl BCEX CTOPOH.
OTtHdeckoil TpoOIeMOoil SBISIOTCS HE TONBKO IPOTHBOPEUHS MKy KOH(pHAeHINATE-
HOCTBIO MAaIEHTa ¥ HHTEPECaMH POJICTBEHHUKOB, HO M BO3HHKAIOMINE 00S3aTEIbCTBA
Bpada, KOTOPBIH, BlIaJest MEAUIIMHCKOX HH(pOPMaIHeH, TOIKEH COXPAHATh BpaueOHyI0
Taiiny. [lepeocMbICIeHre CYIIECTBYIOMNX YCTAaHOBOK MH()OPMUPOBAHKS B MEIHI[IH-
CKOH T€HETHKE ITO3BOJIUT IIPOAKTHBHO OICHMBATH PHUCKH, BBIOMPATh CTPATETHU IpO-
(MITAKTUKY ¥ JIEYEHHS, a TAKoKe JIETaTh 0oJiee OCO3HAHHBINA PENpOyKTHBHBII BEIOOD.

Kniouesvie cnosa: nadopMupoBaHue B MEIUIUHCKOM T'€HETHKE, MACCHBHOE He-
pasriiamenue, pesnuOHHast aBTOHOMIS, O1arofesHue.

BBenenune

Pe3ynbraTel reHeTHYECKOr0 TECTUPOBAHMS YaCTO MPEACTABIISIIOT
WHTEpEeC HE TOJMBKO AJIA MalUeHTa, HO U JJI €ro KPOBHBIX POJCTBEH-
HUKOB M OyAyIIMX TOKOJEHHU 3TOW CEeMbH, MOCKOJBKY BBISBICHHE
MAaTOTeHHOM MyTallMM y MaIleHTa yKa3blBaeT Ha BEPOSTHOCThH TOTO,
YTO ApPYrod 4iIeH CEeMbH IOJBEpKEH PUCKY pPa3BUTHs 3a001eBaHUS
n/vny nepeadn 3a00NeBaHUs CBOMM JeTsM. PackpeiTie WH(pOpManuu
POIACTBEHHHKaM MOXKET MOMOYb UM TNPOUTH PaHHIO JHarHOCTHKY,
HOPUHATH MEPBI ISl MPOGUIAKTHKN WM JIeUeHHsI 3a00IeBaHus, a Tak-
XKe chenaTb Oonee OCO3HAHHBIA PENpPOAYKTHBHBIA BBIOOp. OmHAKO

! Ucenenosanme BoImonHeHo 3a cuer rpanTa Poccuiickoro Haydnoro ¢onma
(mpoekt Ne 19-18-00422).
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CJIOKMBIIMECS B HAILIEW CTpaHE 3TUKO-IIPABOBBIE YCTAHOBKH 3aIUIIAIOT
MAIMEeHTa, HE YYUTBIBAasi HHTEPECH] TPETHUX JIUI], CBSI3aHHBIE C CEMEN-
HBIM XapaKTepOM MEIULUHCKON HHpopMaluu. B pe3ynbrare Bo3HUKA-
€T IPOTUBOPEUME MEXIy NPaBOM NalueHTa Ha KOH(PpHUIEHIHAIEHOCTD
U HENPUKOCHOBEHHOCTh YAaCTHOM >KM3HH, C OJHON CTOPOHBI, U NMOTEH-
IUaTBHBIM PAaBOM WICHA CEMbU 3HATh O PUCKAX, OCOOCHHO B TEX CIy-
qasx, KOr/la BOBpeMsl MOIy4eHHOE 3HAHHUE MOYKET MOMOYb NPENOTBPA-
TuTh 3a0oneBanue. [lomeITkKM cOanaHCUPOBATh ATH KOHKYPUPYIOIIHE
WHTEPECH U TIpaBa TPeOyIOT MepeOCMBICICHUS KOHLICIIIMA aBTOHOMUH
U KOH(OUICHIMAIFHOCTH KaK C TOYKM 3PEHUS BO3HMUKAIOIIUX 00s3a-
TEJIbCTB MALMEHTOB 110 OTHOLIEHHUIO K POJCTBEHHHUKAM, TaK M € TIO3ULNH
00s13aHHOCTEH MEIUIIMHCKUX PaOOTHUKOB MO OTHOLICHHIO K YiICHAM
ceMbHU ManueHTta. B rimaBe OyayT paccMoOTpeHBI poOiieMbl HHPOpMU-
poBaHUSs, KOHQUACHIINATBHOCTH, PEISIMMOHHON aBTOHOMHH U TIACCHB-
HOT'O HepasIiallleHus] B METULIMHCKON TeHETHKE.

KonpuaeHuMaabHOCTh, peisIiUOHHASI ABTOHOMUS U
npeaoTBpalleHne Bpeaa TPeTbUM JULIAM

KonduaeHinanbHOCTh BO B3aUMOOTHOIICHUSIX MEKIY BpauyoM U
MAIUEHTOM — HOPMa, UCTOKH KOTOPOH YXOMST B MEPHO 3apOKICHUS
MeAuIHCKON 3Tk, Cobironenne BpauyeOHOH TailHBI Oasupyercs Ha
HECKOJIbKUX OCHOBaHUSX. BO-TMEpBBIX, KOH(UICHIIMATHLHOCTh BaXkKHA
JUTSL TOBEPHUS MEKAY BpayoM M TAIIMEHTOM, B MPOTUBHOM CIyYac Ia-
IUEHTHI He OyAyT TepeaaBaTh BCIO HEOOXOAUMYIO MH(pOPMAIINIO, a B
HEKOTOPBIX CIy4asx OyIyT cTapaThCcs BOOOIIE N30eraTh o0pamaThes K
Bpady. Bo-BTOpBIX, yBakeHUE aBTOHOMHH M BEIOOpa IMAI[MEHTa O3HA-
YaeT, 4TO OH UMEET BO3MOKHOCTh KOHTPOJIKUPOBATH BCE, UTO IPOUCXOIUT
¢ uaopmarmel o ero 3n0poBbe. Ecimu oOMeH nHbopMarmeld MexIy Me-
JTUIIMHCKAMH PA0OTHUKAMH B IEIOM TIPU3HAETCS HEOOXOAUMBIM, TO
nepenada MHGOpMAIWH TeM, KTO HE Y4aCTBYET B JICUCHHUH, TaK HE OIle-
HuBaercsi. COOTBETCTBEHHO, MAI[MEHThI OOOCHOBAHHO OXKUJIAIOT, 4YTO,
€CITH OHU HE JAIyT CIEIUATBHOIO pa3pelicHus], MEAUIIMHCKHE pa0oT-
HUKH HE OYAyT pacKphIBaTh MH(GOPMAIIUIO, CTABIIYIO U3BECTHOH B XOJIE
mpodecCHOHANBHBIX OTHONICHUH, TPYyrUM Juiam [1].

B 3akononmarennsctBe Poccuiickoit dexepaunn HOpMa KOH(H-
JICHIIMATTLHOCTH 3akperuieHa B crathe 13 «CobOmoneHue BpavyeOHOM
taiiue DenepanbHoro 3akona Ne 323-D3 «O0 ocHOBaX OXpaHBI 3/10-
poBbs rpaxkaad B Poccuiickoit denepannu», rae ykazaHo, 4YTo CBeAe-
HUs O (hakTe OOpalleHUs TpakJaHWMHA 33 OKa3aHWEM MEIHIIMHCKOMN
MIOMOILM, COCTOSIHUM €ro 3J0POBBS U AUArHO3€, UHBIC CBEICHUS, IO-
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Jy4eHHBIC TIPH €r0 MEIUIIMHCKOM OOCIICIOBAaHMH W JICYCHUH, COCTaB-
JISIIOT BpaueOHyIO TaiHy.

Cratbst 22 «HpOpMAIUs O COCTOSIHUN 3[I0POBBSI» 3TOTO 3aKOHA
YKa3bIBAET, YTO «KAKABIH MMEET MPaBO MOIYYUTh B AOCTYIMHOW i
Hero (hopMe UMEIOIIYIoCcS B MEAUIIMHCKON OpraHn3aluy HHPOPMAIUIO
0 COCTOSIHUM CBOETO 3JJOPOBBS», TIPH 3TOM «HH(OpMAaLUs O COCTOSIHUN
3I0POBBSI HE MOXKET OBITH MTPEJOCTaBJICHA TALMEHTY IIPOTHB €T0 BOJIH.
B ciyuae HeOmaronmpusATHOrO MpPOTHO3a Pa3BUTUS 3a00IEBaHUS HH-
¢dopmanusi NOKHA COOOINAThCA B ACAMKATHOW (opMe TpakJaHHHY
WK ero cymnpyry (Cynpyre), OAHOMY 3 OJM3KHX POJCTBEHHUKOB (Jie-
TSIM, POJUTEIISIM, YCHIHOBIICHHBIM, YCHIHOBUTEISM, POIHBIM OpaThsiM U
POIHBIM cecTpaM, BHyKaM, JeayIikaM, 0alyIikam), eciy HManieHT He
3anperTmi coolmmaTh UM 00 3TOM M (WJIM) HE ONMpPEASTI HHOE JIUIIO,
KOTOpOMY JOJKHA OBITH IepefaHa Takas uHpopManus». Takum obpa-
30M, pPOCCHHCKOE 3aKOHO/IAaTENbCTBO 3alIUIAET HHTEPECH OTAEIBHOIO
MalMeHTa W yCTaHAaBIMBAaeT IPaHUIBI WHGOPMUPOBAHUS. €CIH TallH-
SHT HE X04YeT, YTOOBI HHPOPMAIHS O €ro 37J0pOBbE OblIa Mepeaana ero
POACTBEHHHKAM, TO Bpad He BIIpaBe ee COOOIIATh.

OpHako B psAe cioydaeB HapylleHHE KOH(HICHLIHUATbHOCTH
MpU3HAETCS HEOOXOAMMBIM, HAalpUMeEp, KOraa HEOOXOAUMO 3alUTUTh
00IIECTBO MPH yrpo3e pacnpocTpaHeHUsT MHQPEKIHOHHOTO 3aboeBa-
HUS WM NAIMEHTa, €CM €CTh OCHOBAHMSI [TONarath, YTo BPEJ €ro 370po-
BbIO OBLI NPHYMHEH B pe3ysibTaTe MPOTHUBONPABHBIX AeiicTBuil. B poc-
CHICKOM 3aKOHOJATENbCTBE OCHOBHBIE CUTYAIlUH, KOTAA OMYCKaeTCs
MPEAOCTAaBICHUE CBEICHUN, COCTABISIIOIIMX BpaucOHYIO TalHy, 0e3
corylacus IpakIaHWHa WIH €ro 3aKOHHOTO NPEICTaBUTENS Nepedrcie-
HBl B cT. 13 DenepanbHOoro 3akoHa «O0 OCHOBaxX OXpaHBI 3J0POBBS
rpaxnan B Poccuiickoit denepaunn». Hapymenue BpaueOHON TailHBI
MOXET TOBJIEYb 32 COO0I OTBETCTBEHHOCTH, KOTOpAsi 3aBUCUT OT Bpe-
71a, IPUYNHEHHOT O TIOTEPIIEBLIEMY.

Hapymenne HOpMBI KOH(QHUIEHINATBHOCTH B MEIUIIMHCKON Te-
HETUKE MOXKET pacCMaTpUBAThCS KaK OAHA U3 (OpM Bpena, KOTOPBIH
MOXeET OBITh HAaHECEH MAlUeHTy WM ApyruM oM. [lpu onenke ee
000CHOBAaHHOCTH B K&)KIOM KOHKPETHOM CiTydae HEOOXOJUMO YUUTHI-
BaTh TPU B3aMMOCBSI3aHHBIX (pakTopa. Bo-mepBriX, HEOOXOAUMO oOlle-
HUTb CEPbE3HOCTH Bpena. Bo-BTOPHIX, HEOOXOJUMO OLIEHUTH BEPOST-
HOCTh NpUYHMHEHHs Bpeda. HakoHel, HEOOXOOMMO OLCHUTHh HaJIN4ne
3 (EeKTHBHBIX BMEIIATEILCTB U MEp MO MPEeIOTBpaIleHUI0 Bpena [2].
Puck cMepTy MM OHKOJIOTHYECKOro 3a00eBaHus1, Oe3yCIIOBHO, SIBISIETCS
Cepbe3HBIM BPEAOM, HO MOMUMO (H3UYECKOr0 Bpeaa HE0OXOAUMO yUIu-
THIBaTh TICHXOCOLHMAIBHBINA Bpel, KOTOPBIH, MOXET OBITh, CIOXHEE
OLICHUTH.
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[lonumanue reHerndyecko HMHQOpMAIMM HE TONBKO KaK JINY-
HOM, HO M KaK CeMEITHON HEepeaKo pacCMaTpUBAETCS B CBSI3U C «peis-
LHUOHHBIM [TOBOPOTOM» B TPAKTOBKE aBTOHOMUU. VIHAWBUoyamucTHye-
CKO€ TIOHUMaHHe aBTOHOMUM TPEAINoJaraeT «CrocoOHOCTh IPUHUMATD
WHIUBUAYaJIbHbIE, MOITHOCTHIO OCO3HAaHHBIE M HE3aBUCUMBIE pellle-
Hus» [3]. OHO Hepenko pacKpbIBaeTCs KaK OMNITO3UIHS PESIUOHHON
WMHTEpIpeTalui aBTOHOMUU. HekoTopbie aBTOpBI CKIIOHHBI paccMaTpH-
BaTh PEMALMOHHYIO aBTOHOMHIO Kay3allbHO, B 3TOM CIy4ae pedb HIET
0 TOM, KaK «COLIMaJIbHbIE OTHOUIEHHS MPEMSITCTBYIOT WIH YCUINBAIOT
ABTOHOMHIO», APYTHE — KOHCTUTYTHBHO, (OKYyCHUPYSCh Ha «COLHAIIb-
HOW KOHCTHTYIIMU arcHTa Wi COLMAIbHON MPUPOAE caMol CITIOCOOHOCTH
K aBTOHOMHUUN». [IpH 5TOM aBTOHOMUS B OTHOIIEHHUSX 9aCTO PacCMaTpH-
BaeTCsl B KOHTEKCTE C APYITMMHU LEHHOCTSIMU, TAKMMHU KaK COCTpa/iaHHE,
HaJIeXK]Ia, IOBEPHE, IMIIATHS, COIMIAPHOCTD M OTBETCTBEHHOCTH [4].

[IpoOnemaTuzanus pelsIUUOHHON aBTOHOMHH B KIWHHYECKOH Te-
HETHKE aKTyaJlbHa, MOCKOJIBbKY «TreHeTHdyeckas nHpopmauus 1o cBoeit
MpUpPOAE SIBIIsIETCA OOIIEH U OTpa)kaeT OTHOLICHHUS JIIOJIEH C IPyTUMHU
aronpMu» [5]. CooTBeTCTBEHHO, ecii MH(GOPMAIHs PacCMaTPHBACTCS
Ha WHAMBUIYaJbHOM YpOBHE KaK KOH(pHIEHIMANbHAs AJSl YEeIOBEKa,
TO peyb UAeT 00 YBa)XCHUH JINUHOW aBTOHOMUHU. OpHeHTauus Ha ce-
MEHHBIN MOJIXOA YYUTHIBAET TaKUE PESILMOHHBIC IIEHHOCTH, KaK B3a-
MMHasl OTBETCTBEHHOCTh M B3aMMO3aBUCHUMOCTB, IIOCKOJIBKY pEIIEHUE
MalyeHTa TOBIMUACT Ha POICTBEHHUKOB. B Takoi mepcnekTuBe IBa
JPYTHUX MpUHLIXIIA OHOITHKY — ONaroiesiHie U ClipaBeAIMBOCTb — TAKKe
TPAKTYIOTCS C TOUYKH 3PEHUS CEMBU — MOJIb3a AJIsl CEMBU U B3aHMHOCTb.
Takum 00pa3zoM, ceMelHBIN MOIX0/ K KOH(UACHINAILHOCTA OCHOBBI-
BaeTcsA Ha PESLMOHHON aBTOHOMHH, MOCKOJIBKY OH MOOYXJaeT Bpa-
4Yell paccMaTpUBaTh CBOMX MAIMEHTOB KaK CBA3aHHBIX C IPYTUMH
JIIOABMH, KPUTHYECKH Pa3MBIIUIATh BMECTE C MAlEHTaMH O MOTpeod-
HOCTSIX M HMHTEpecax 3THX JHUI M YACIATh 0c000e BHUMAaHUE TaKUM
LIEHHOCTSIM, KaK B3aMHOCTb U B3aUMO3aBUCHMOCTb.

HNudopmupoBanne nanueHTOM POACTBEHHUKOB

WudopmupoBaTh TpeThUX JIUI, 8 UMEHHO POJCTBEHHHKOB, MO-
KET caM MalueHT WK ke Bpad. OueBHIHO, YTO MEPBBIN KaHal KOM-
MyHUKauu Ooiee TpUeMIIeM, 4YTO MOATBEPXKIAIOT HCCIECIOBAHUS
MHEHHI MEIUIUHCKHX paOOTHUKOB [6]. AHamm3 35 HOKyMEHTOB Ha-
LUUOHATBHBIX KOHCYJIBTaTUBHBIX KOMUTETOB Pa3HbIX CTpaH JEMOHCTPH-
PYeT KOHCEHCYC B OTHOLIEHUH TOT'O, YTO OCHOBHAS POJIb B HHYOPMHUPO-
BaHMU TPETHUX JIUI OTBOAWTCS MAalMEHTY, & MEAULMHCKIE PaOOTHUKU
00s13aHBI HHPOPMHUPOBATH €TI0, IPHHUMAsI BO BHUMAaHUE UHTEPECHI POJI-
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cTBeHHUKOB [7]. Hampumep, «3akoH 0 reHeTHYecKod HH(pOpPMAIHU,
npunsaTeiii B 2000 r. B U3paune, Hanaraer Ha KIIMHULKUCTOB O0S3aHHOCTh
WH(QOPMHUPOBATH MALIEHTOB O PE3yIbTaTax TeHETHYECKOro TECTHPOBa-
HUSI, YYUTBIBas, YTO HEKOTOPHIE TaHHBIE OHU OYyAyT COOOIIATh YjeHaM
ceMbu. Bo @paHumu Taxke 3aKOHOJATEIBHO 3aKperieHO 00s3aTeNb-
CTBO MaLMEHTOB HH()OPMUPOBATH CBOMX POJCTBEHHHKOB O T€HETHYE-
CKHX PHCKax B CIIydae TSDKEIBIX TEHETHUYeCKuX 3a00IeBaHui, KOTOphIE
HOIal0TCs JiedeHuo wi npodmiaktuke [1]. [amuent Moxer mompo-
CHUTH Bpaya, YTOOBI OH OT €r0 IMEHHU MPOUH(OPMUPOBAI POIACTBEHHUKOB.
Ecnu uieH ceMbu MOMMET, YTO €My HE COOOLIMIN O T'€HETHYECKOM
pHCKe, OTBETCTBEHHOCTH 32 3TO OYy/IET HECTH MPEXK/E BCETrO MALUCHT.

MOTHBBI PacKpBITHA T€HETHUECKON MH(GOPMAaLUU OIU3KHM JIIO-
J5IM MOTYT OBITH Pa3HBIMH: XOPOILIXE OTHOIIEHHS, TOTPEOHOCTh MalH-
€HTOB B MOJJIEPXKKE U yOeXKAEHHE B TOM, YTO OHU OOS3aHbI 3aIIUIIATH
3JI0pPOBbE POJICTBEHHUKOB [8].

Meraanamm3 33-x HccienoBaHUM nepeaadn uHGOpMaLuuu o re-
HETUYECKOM PHCKE B CEMbE BBISBHJ ILECTh (aKTOPOB, KOTOPBIE JTHOO
MOTHBHPYIOT, INOO MPENSTCTBYIOT 3TOMY mpoueccy. K HuM oTHOCAT-
csl: MOHMMaHKUE OTBETCTBEHHOCTH 3a COOOILEHHE, THII U Ka4eCTBO OT-
HOIIICHUH B CEMbE; MPUHITUE PEIICHHUS O TOM, KOMY COOOIIUTh; OXKH/Ia-
HHE peaKIMy POJICTBEHHHKOB; CTaTyC MYyTAllMM M JINYHbIC YyBcTBa [9].
B psane uccnenoBaHui MoKa3aHo, YTO, MOTydasi pe3yabTaTbl TECTUPO-
BaHUS, MAIMEHTHl IPUHUMAIOT Ha ce0sl OTBETCTBEHHOCTD 3a UX Iepe-
Jady, 4yBCTBYIOT ce0si 0OS3aHHBIMU COOOIIATh MX W TOJIATaloT, YTO
POACTBEHHHKH UMEIOT NPABO 3HAaTh. YacTo 3TO CBsI3aHO ¢ YOeKICHUEM
0 TOM, YTO 3HAHHE O PUCKE MOXKET OMOYb NPEAOTBPAaTUTH 3a00eBa-
HUE WK O0JIErYUTh MPUHATHE MEIUIMHCKIX PEIICHUH YIeHAMH CEMbH.
[Ipu >TOM manmeHTHl HE YYBCTBYIOT ce0sl 00S3aHHBIMU HH(POPMHUPO-
BaTh POACTBEHHUKOB, KOTOPBIX OHM HE 3HAIOT WJIM C KOTOPBIMH IOTeE-
psiti KoHTakT [9]. B TO BpeMs kak OHHM MPHU3HAIOT HEOOXOIUMOCTH TIe-
penaBaTh CeMEHHYIO TeHeTH4ecKylo HHGopMauuio OJU3KUM, OHU B
3HAYUTEIILHON CTENEHW COMHEBAIOTCS OTHOCHUTEIBHO PACKPBITHS CBe-
JCHH, KOTOPBIE KACAOTCS HEMOCPEACTBEHHO UX 310poBbs [10].

Yamie Bcero manueHThl OOIMIAIOTCS ¢ POJACTBEHHUKAMH TMEpPBON
CTENEHH POJCTBA >KEHCKOTO MOJa, PekKe — C POJACTBEHHUKAMHU BTOPOH
CTENeHH POACTBA M OoJee OTNAIEHHBIMU POICTBEHHUKAMH, POJCTBEH-
HUKaMH MY>KCKOT'O 110J1a ¥ MaJICHBKHUMH JCTHMH.

OMOLMOHAIBHBIE PEAKIINH, CBSI3aHHBIE C ONBITOM TECTHPOBAHUS
W JNanbHEWIIMM OOLICHWEM C WIEHAMH CEMbH, AHaMETPAIbHO Pasiiu-
YalTCs B Pa3HBIX HCCICAOBAHMAX. B HEKOTOPBIX CIydasX reHeTHde-
CKO€ TECTUPOBAHME OMHUCHIBAIOCH KaK HETaTUBHBIN OMBIT, CBS3aHHBIN
C OTBETCTBEHHOCTHIO, BUHOH U CTBIZIOM, KOTOpPHIC KOHCYIbTUPYEMBIM
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HEO0XOIMMO OBLIO MPEOA0JIETh, YTOOBI 00IIATHCS C POACTBEHHUKAMHU,
B IPYrHX — MAaIMEHTHl HE COOOIIANN O 3HAYUTENBHBIX TPYAHOCTSX MO-
I00HOTO OOMLIeHMs, KOrga OHM Jaenwiuchk uHpopmanuen [9]. Takue
MPOTHUBOPEUUBBIC PE3YIbTaThl CBHICTEIBCTBYIOT O HEOOXOIHMMOCTH
TaJbHEHIINX MCCIICAOBAHUI ATOW MPOOIEMBI, YTO OCOOCHHO aKTyallb-
HO JUISl OTEUECTBEHHOW HayKW. B psize cilydaeB MalMeHThl MPeArowIH
Obl MEHBIIIC YYaCTBOBATh B TOJ00HOW KOMMYHHKAIUH, T.€. BO3MOXK-
HOCTB IIPSIMOT'O KOHTAaKTa POJICTBEHHUKOB C Bpauyamu Oblia Obl Hanbo-
Jee TPEANOYTUTENFHBIM JUIS HUX CIHOCOOOM BBIXOAA M3 CUTYAllHH.
Tem Oosiee YTO MHOTAA MAMEHTHl HE PACKPHIBAIOT WH(OPMAIIHIO
POJICTBEHHUKAM H3-3a TPYIHOCTEH mepenadn MHGOopMaIu, a He u3-3a
HeXenaHus nenath 3to [11].

B psine cTpaH pykoBomsIIe TOKYMEHTBI KOHCYJIbTaTUBHBIX Op-
TaHOB BO3JIaral0T Ha MEAMIMHCKUX pPAOOTHHKOB JOTOJHUTEIbHBIC
00513aHHOCTH TI0 OKa3aHUIO MIOMOIIN MAIlMeHTaM B PACKPBHITHU UH(OP-
Malu¥, 4T00bI TOMOYb OINPEACIUTh YWICHOB CEMbU M3 TPYIIIBI PHCKA,
NPEOCTaBUTh MUCHbMEHHYI0 MH()OPMALIUIO JUIS 00JICTYCHUsT OOILCHUS
WM KOHCYJIbTALMOHHYIO TMOJUICPKKY MAalMEHTaM M UX CeMbsM. Poib
MEIMIUHCKOTO PaOOTHUKA MOXKET OBITh Ja)ke Ooiiee 3HAYMMOM, eCIH
Ha HEro BO3JIaraercsi KOHTPOJb, MO KpailHel Mepe 3a TeM, COOOIIMIT JIT
MalUEHT Pe3yJIbTaThl YWICHAM CEMbH, U JIAJTbHEHIIIAs KOHCYIIbTallMOHHAS
TIOMOILb JUTsl PACKPBITHS MHPOPMALIMH, €cM 3TO Heobxoaumo [12; 13].

IIaccnBHOE Hepa3riameHue

BonbIIMHCTBO MAIIMEHTOB PACKPBHIBAIOT PE3YyJIbTaThl T€HETHUE-
CKOTrO TECTUPOBAHU, MO KpailHel Mepe, 0OIHOMY POICTBEHHUKY, IO-
ATOMY SIBHBIM OTKa3 OT mepenadr MHPOpMAaIH SBISETCS UCKITFOUCHUEM,
a "e npasuiioM [14]. Tem He MeHee TpobieMa MACCHBHOTO Hepasriia-
LICHUS] — KOTZIA NayueHm Ha clogax noobdewjan npounpopmuposams,
HO 6 Oelicm8UmMenbHOCMU 9M020 He COenal — SBISeTcS akTyalbHOH,
MOCKOJIBKY HE BCE CEMEHHBbIC OTHOIICHHUS OCHOBaHBI Ha B3aUMHOCTH,
noBepun U 3a00te. B pesynbrare Bpau HaXOAUTCS B 3a0TyKICHUU, HO
MOHATh U Pa3peliUTb CUTYAIMI0 C YYETOM HHTEPECOB TPETHUX JIMII,
KaK MPaBWIO, HEMPOCTO. DTHYECKas MpolieMa 3aKitoyaercss He TOJb-
KO B TOM, YTO MAIMEHT OOMAaHEBIBAET, HO U B TOM, YTO OH HEraTUBHO
BIIMSIET HA KU3HEHHBIC MEPCICKTUBBI POACTBEHHUKOB.

[Ipeononenne macCMBHOTO HEPA3TJIAIICHUsT MOXET OBITh CBS3a-
HO KaKk MUHUMYM C JIBYMs mojxoaamu. [lepBelil mpearmonaraer, 4yro He-
00X0IMMO TIOJIHOLIEHHOE U KaK MOKHO OoJiee AeTaabHoe 00CYKIEHHUE C
MAIUEeHTOM JI0 U TOCJIe TECTUPOBAHUS BAXKHOCTU WH()OPMUPOBaHUS
TPEThUX JIUI, KOTOPOE HE MO3BOJIUT €My OCTaBaTHCS MACCUBHBIM. DTOT
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MOJXOJl SIBHO BBIPAKEH BO MHOTHX PYKOBOASIMX NOKYMEHTaX, IIe
MOJUEPKUBACTCS 3HAUEHHE TPEABAPUTENbHBIX 00CYXKICHHUH C MalieH-
TOM MHG)OPMUPOBAHUS POACTBEHHUKOB ISl MOBBIIICHUSI BEPOSITHOCTH
TOr'0, YTO OH COOOIIMT pe3yJbTaThl WIEHAM CEMBbH IIOCIIEe TECTHPOBa-
Hust [7]. Tlpu sToM Ha Bpadya-reHeTHKa JIOKUTCS JOMOTHUTEIbHAS 005-
3aHHOCTb, CONpPSDKEHHAS C ONpenelicHueM Kpyra POICTBEHHUKOB, KO-
TOPBIX HEOOXOAMMO MPOHH(OPMHUPOBATH, — BEIOOP crocoba mepenadn
nHpopmanun. J{axxe eciy MalueHT He XOUeT MO0 KaKUM-TO MPHYNHAM
WH(POPMHUPOBATH YICHOB CBOCH CEMBbH, Bpau-TeHETUK OyAeT TOHUMATh
€ro HaMepeHUs U He OKaXXEeTCsl B CUTyallul He3HaHUs. Takoil moxxox K
WH(OOPMHUPOBAHHUIO O3HAYAECT, YTO MEAWLUHCKHHA PaOOTHUK MOXKET
OBITh B 3HAYUTENBHOW CTENEHU IMOTPYKEH B CEeMEHHBIC OTHOILEHUS U
CBSI3H, 4TO, OE3yCIOBHO, MPOTUBOPEUHUT CIOKHUBLIMMCS K HACTOSILEMY
BPEMEHH MOJIENSIM B3aUMOEHCTBUS «Bpay — MALUEHT.

Bropoii noaxon mpenmnosnaraer, 4To Bpau-TeHETUK 00s3aH Mpo-
WH(POPMHUPOBATh POACTBEHHUKOB IMAallMEHTa B HMX HMHTEpecax, Koria
CTaHOBHTCS MOHITHO, YTO MAalMEHT 3TOr0 He caenaeT. Tak, ynoMsHy-
THIN BBIIIE 3aKOH, MPUHATHIN B M3pane, B 0COOBIX CiTydasx MO3BOJIET
Hapymarb KOH(UICHINAILHOCTh TPH COOJIOACHUHM psiia YCIOBHUH,
KOTOpbIE pacCMaTpHBACT 3THUECKUi KomuTeT: 1) mepenaya undopma-
MU HeoOXoauMa JUIsl 3aIUUTHl WIM YIy4YLIEHHUS 310pPOBbSI POJCTBEH-
HUKOB WJIM Ul TIPEJOTBPAIICHHUS CMEPTH, OONE3HH WM CEPbE3HOU
MHBAJIHIHOCTH; 2) pacKpbITHE WHPOPMALUU — SAMHCTBEHHBIN CIIOCO0
JIOCTUYB JTHX Iienel; 3) moib3a Al POACTBEHHHKOB OT PACKPBITHS
nH(OPMAIMY NPEBBIIAET BPE, TPHUMHEHHBIA MAIUEHTY, WM TPHYHHBL
OTKa3a NalHeHTa OT PacKPBITHA WH(POPMALMK HEOOOCHOBAaHHBI. Takum
00pa3oM, 3THYECKUII KOMUTET MOXKET OBITh OJHUM U3 CIIOCOOOB MpH-
HATHS PElICHUH B CHUTyallud MAacCUBHOro Hepasriamenus. [Ipu stom
OH JOJKEH MPUHATH BO BHUMAaHUE BCE OOCTOATENBCTBA, B TOM YHCIIE
«IIPaBO HE 3HATH», KOTOPOE HENIb3S HE YUUTHIBATH, €CIIH PacIIupseTcs
KpYr HH(OPMHPYEMBIX JIHLI.

B psane crpan pykoBomsmme IOKYMEHTHI MOJAEPKUBAIOT pac-
KpBITHE TEHETHYECKON MH(OpMaluy YiIeHaM CeMbH 0e3 coriacus ma-
LUEHTa B KadecTBE KpaiiHel Mephl, KOrAa ManueHT He HHGOpMHUpYET
4IeHOB cBoei cembr [15; 12; 17]. OCHOBHOM KpHTEpUi — CTENEHb TsI-
xecTH 3a0oneBanus. OIHAKO OIpPEHENEHHs TSHKECTH» 3a00JeBaHUs
HET HU B OIHOM M3 35 JTOKYMEHTOB BEAYIINX SKCIIEPTHBIX OpTraHu3auuii
B o0nactu OnoaTrky [8]. OmHako, HECMOTPsI HA OTCYTCTBHE KOHCEHCYCa
B MMOHMMAaHHHU TSDKECTH 3a00JIEBaHUS, 3TO MOHATHE HEPEIKO UCTIONB3Y-
ercs sl KiacCU(UKAMKM COCTOSIHUHM, ONpelNeNeHHusl MPUEMIIEMOCTH
abopTa 1 I0CTyIa K TEHETHYECKUM TEXHOJIOTHSIM.
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B paccmarpuBaeMoM KOHTEKCTE TaKKe BaXKHO 0OpPaTUTh BHUMA-
HUE Ha TaKOH apryMeHT NMPOTUBHUKOB WH()OPMUPOBAHUS, KaK MCHXO-
AMOIMOHANTEHOE cocTosiHue. OCOOEHHO YacTO OH 3BYYUT OTHOCHUTEILHO
HEM3JICYUMBIX 3a00JIeBaHMi. DTa YCTAaHOBKA OTPaXKCHA B 3asIBICHUU
AMEpUKaHCKOro O0IIecTBa TCHETHUKH YEIOBEKa, KOTOPOE HE PEKOMEH-
JIyeT pacKphIBaTh MH(POPMAIIMIO B CIy4ae HEU3ICUUMBIX MM HEIPEIOT-
BPaTUMBIX COCTOSIHUI [17], B TO ke BpeMsi ABCTPaIMIICKUI HAI[HOHAITb-
HBIi COBET 1O 3[PaBOOXPAaHCHUIO U MEIUIIUHCKAM HCCIEIOBAHUSAM
OTMEYAET, YTO, XOTsI paCKphITHE WH(GOPMAIIUU MOXET HE UMETh KIIH-
HHYECKOM MOJIB3BI IS WIEHOB CEMBH, OHO MOJKET ITOJIOKHTEIBHO IO~
BITUATH HA TICUXOJIOTHYECKOE COCTOSIHUE W MPUHSATHE BAXKHBIX ISl HUX
pEIICHUH, YTO B HEKOTOPBIX CIydyasX OMPaBIbIBACT COOOIICHHUE O pe-
3yJIbTaTaXx reHeTHYECKOro TecTupoBanus [18].

[Mocrenennslii caBUr MHGOPMHUPOBAHKUS B CTOPOHY CEMEHHOTO
Mmoaxofa W HEO0OXOMUMOCTh COAIAHCHPOBATh JCOHTOJIOTHYECKUE,
IOpUANYECKUE U MPOQPECCUOHATLHBIC 00S3aHHOCTH Bpadyel-TeHETUKOB
MOTYT BBIBECTH B IICHTP ITHUYECKOW 3KCIIEPTH3BI MPUHIUI OJlarojaes-
HUS KaK OCHOBaHUE JUIsl JAIBHEHIICrO YTBEPXKICHHS PENSIIMOHHON
ABTOHOMHH B OMO3THKE U MenuiuHe. OTHAKO BaXKHOW MPaKTHYCCKOM
3amavell OymeT MOAJEpXKa MPUHATHS PEIICHUH METUIMHCKUMHU pa-
OOTHHKaMH B OINHCAHHBIX CHUTYallUsX, O YeM CBHUJICTEIBLCTBYIOT pe-
3yJAbTAaThl UCCIACIOBAHNI MHEHUN MEIUIIMHCKOro coodbriecTtra [6; 19].
PykoBopsiye MpUHIMIBI U TPaBHa, a TaKKE HOPMATHUBHEIC JTOKY-
MEHTHI JIOJDKHBI COJIEpXKaTh OoJiee YEeTKHE YKa3aHUS OTHOCHUTEIBHO
POTH MEIUITUHCKUAX PaOOTHUKOB B MPOIIECCE CEMEHHOr0 OOMEHa TeHe-
THYecKol nHpopMarueii, 0coOEHHO B TeX CITydasiX, KOrja MaIleHT He
JIaJT COTJIacus Ha €€ PacKPBITHE.

HNudopmupoBanne B MHTEepecax OyIylmIHX MOKOJIEHU I

WudopmupoBaHuio B MHTEpecax OyAyIIMX MOKOIEHHH CeMbH
MOKa yJieNaeTcss HeJOCTaTOYHO BHUMaHUA. TeM He MeHee, 10 MHEHHIO
HEKOTOPBIX CHENHAIUCTOB, TOCTYN K T€HETHYECKOMY KOHCYJIBTHPOBA-
HUIO JI0 3a4aTusl SIBJISETCS OCHOBHBIM ONpaBJaHUEM JJISI PACKPBITHS
reHernyeckoil nHpopmaimu poacreeHHuKaMm [20]. C yyeToM BO3MOXK-
HOCTEl COBPEMEHHBIX PENPOAYKTHBHBIX U F€HETUYECKUX TEXHOJOTHUI
MOXHO TIPEINOIOKUTh, YTO 3alpoc HAa MH(POPMUPOBAHHE POJCTBEH-
HUKOB B MHTepecax OyIylIMX MOKOJICHWH OyAeT pacTH, a pa3BHTHE
HOBBIX MpOrpaMM, HallpUMEp NPEKOHUENIIMOHHOIO TEeHETHYECKOTo
TeCTUpoBaHus, OyAeT yCHIMBATh 3Ty TeHAeHuuto. [lociennee mosie-
4eT 3a coOoi MOBBIIIEHHE MHTEpeca OOIIeCTBa K I'C€HETUYECKOW HH-
(dbopmaluy, pacupenre 3HaHuK O POJIK HACJIEICTBEHHBIX (PaKTOPOB H
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YTBEPKIACHUE HOBBIX CTPATETHI PEIMPOAYKTHBHOTO BbIOOpPA, OCHOBAH-
HBIX Ha MOHMMAHWK TEHETHYECKOT'O PUCKa B ceMmbe. [locTemeHHo me-
pEOIlCHKa W yUYeT PHCKOB POJCTBEHHHKOB MPHBEACT K MOHUMAHHUIO
BaYKHOCTH PACKPBITUS TeHeTHuYeckoil nupopmanuu. [Ipu atoMm uHbpOp-
MHUpPOBaHHE B MHTEpecax OyIyIIUX MOKOJCHHH HE JOMKHO CTATh HC-
TOYHHKOM JIOTIONTHUTENBHBIX mpoOiieM. Tak, 3HaHUE 0 pUCKe 3a00NIeTh
xopeelt ['eHTHHTTOHA (HEU3JIEUMMOE ayTOCOMHO-TOMHHAHTHOE TeHe-
THYECKOE 3a00JIeBaHNE HEPBHOW CHCTEMbI) MO3BOJHUT MPEIOTBPATHUTH
poxeHre pedbeHKa ¢ MyTalluel, HO JJIsl B3POCJIOTO M MOKa 370POBOr0
YenoBeKa TaKoe 3HAHUE MOXKET CTAaTh OpEMEHEM W MPUYHHON (opMu-
POBaHHUs POJIH KHalMeHTa-B-0KuAaHuN». COOTBETCTBEHHO, HH(POPMH-
poBaHWE B HMHTEpecax OYAYIIMX MOKOJCHHH MOTpedyeT yuera Kak
crenupuky 3a00eBaHKs, TaK U B HEKOTOPBIX CIydasX KOHKPETHBIX
00CTOSTENIBCTB CEMBH.

3ak10ueHne

Taxum 00pa3zoM, MPOTUBOPEUUSI MKy MpaBaMH M MHTEPECaMHU
OTJENBHOTO MAaIEHTa U €T0 POJCTBEHHUKOB U CBSI3aHHBIC C HUMU Jie-
OHTOJIOTHYECKHE 0053aTENbCTBA Bpayci-reHETUKOB TPEOYIOT Iepe-
OCMBICTICHU I TIPHHIIMIA YBaKCHHUSI AaBTOHOMUH TALMEHTa M KOH(PHICHITU-
IBHOCTH B MEIMIMHCKOHW TeHerwke. OOIre HOpMaTHBHBIE OpHEHTHPHI
JOJDKHBI KOHKPETHU3UPOBATHCS B COIVIACOBAHHOM MOPSAKE MHPOPMU-
POBaHMS HEKOTOPHIX WIEHOB CEMBU NAIEHTA, KOI/1a €CTh OCHOBAaHHUS
roJlarath, 4TO 3HAHUE O PHUCKE CYILIECTBEHHO IPEBBIIIAET BPEM, CBS-
3aHHBIA C HapYyIIEHHEM KOH(PHUICHIHUATIBHOCTH. YUNUTHIBAs, YTO TAKUE
CJIydau y>K€ BO3HUKAIOT MPU OKa3aHUU MEIULMHCKOW MOMOIIH, CO3/a-
HUE MEXIUCHUIUIMHAPHBIX J3TUYECKUX (QOPYMOB Ui OOCYXKICHHS
KOHKPETHBIX CIy4aeB MOIJIO Obl TIOMOYb C(HOPMHPOBATH aITOPUTMBI
peLIeHUs] aKTyalbHBIX AWIEMM, YTOOBI WH(OPMHPOBATH MpodeccHo-
HaJIbHOE COOOLIECTBO M CBOEBPEMEHHO COOTHOCHUTH HOPMAaTHBHO-
MIPABOBbIE PAMKH ¥ BO3MO)KHOCTH IT'€HETHUECKHUX TEXHOJIOTHI.
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A.10O. Joaros

BAOJTHUKA U TEHETHUKA B PAKYPCE
COLMOJIOT MYECKHX UCCJIEJOBAHMIT

Annomayus. I'maBa MOCBSINEHA OTHOIICHMSM OMOSTHKH M COLMOJOTHH, Ipes-
CTaBJIEH 0030p TJIABHBIX MPOTUBOPEUNII MEXIy HUIMH M UX BO3MOXHBIX «TOYEK COJIH-
KECHUS», MOKA3aHO, KaK OHM MOTYT JOMONHUTH Jpyr apyra. OmmceiBaercs, Kakon
BKJIJl B U3y4CHUE COLMAIBHBIX M 3THYECKUX ACIIEKTOB PA3BUTUS FCHETUKHU U TCHOM-
HOHM MEIWIMHBI MOT'YT CAENaTh COMUOIOTH X OMOITHKH, €CII OHH OyIyT AeHCTBOBAThH
coo0Ia ¥ UCIONB30BAaTh PECYPCHl M MHCTPYMEHTHI CBOMX IUCHHUIUIMH. B memom ak-
LIEHT C/eJIaH HA TOM, YTO OMOITHKH MOTYT UCIIONB30BaTh JAHHBIC M KOHIETITYaIbHbIC
MOZENH COIMANBHBIX HAyK, a COIMOIOTH BCIe 32 OMOITHKAMH MOTYT YAEIATh OOIb-
111 BHUMAHUS 9THYECKUM COCTABJIAIONIMM MEIUIUHCKOA IPAKTUKU.

Kniouesvie cnosa: MEOUITUHCKAsT COIMOTIOTUS, COIMONOTHS OMOITUKY, OMO3THKA,
TeHeTHKA, TCHOMHAsI MEIMINHA, HayKa U STHKA.

BBenenune

buosTrka B3auMocBs3aHa CO MHOTUMH HayKaMu, U COLIMOJIOTHUS —
He uckiaroyeHre. Ho oTHOIIEHHS OMOATHUKH M COLMOIOTMH CKJIabIBa-
JIUCH JOBOJIBHO HANPSHKEHHO, TTOCKOJIBKY B CBOMX SMHUCTEMOJIOIHUECKUX
OCHOBAHUAX OHHU CHUJIBHO pacxoAsaTcs. COLHOIOTH NPEUMYILECTBEHHO
PYKOBOJICTBYIOTCS KPUTEPUEM LIEHHOCTHOM HEUTPaIbHOCTU HAyYHBIX
WCCIICIOBAHMI, HCTOKH KOTOPOT'O YXOIST B KIIACCHUYCCKHE PaOOThI OJI-
HOTO M3 «OTI[OB-OCHOBaTenei» mx mucruiuimael M. BeGepa. OH, B
YaCTHOCTH, MOCTYJHPOBAJ, YTO «3aJadyeil IMIOUPUUYCCKON HAYKU HE
MOXET OBITh CO3JIaHUE 00S3aTEIBHBIX HOPM W HJIEAJIOB, U3 KOTOPBIX

! UcenemoBanme BBITIONHEHO 3a cUeT rpanta Poccuiickoro HayuHoro ¢onzaa (mpo-
ekt Ne 19-18-00422).
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noToM OYZyT BBIBEAEHBI PELIENTHI AJISl MPaKTHUECKOH AeSTeTbHOCTH
[1, c. 149]. buoatuka, HaOOOPOT, BO3HHUKIIA U3 MPU3bIBA OMOXUMHUKA U
Bpaya B.P. [TorTepa (mpemioxuBIIero caM TePMUH «OHMOITHKA») 00b-
€IMHUTD dTUYECKUE LIEHHOCTH M OMONOrHYecKoe 3HaHWE B MHTEpecax
BBDKHMBaHHA denoBedecTBa [2]. O600mas (pyHnaMeHTaIbHbBIC PacX0X-
JeHust OMOdTHKH | couponoruu, P. Jle Bpus u ero xosiern orMevaror,
YTO COLMAJbHBIE HAYKH HMEIOT JAEN0 C TeM, YTO «ECThb»; OMOITHKA
HUMEET JIENO C «JI0JKHBIM»; COIIMaIbHbIC HAYKU 3aHUMaIOTCs (pakTamu;
OMOSTHKA — LIEHHOCTSIMH; COLIMAJIbHBIC HAYKH IECKPUITHBHBI, OHOTH-
Ka HOpMaTUBHA,; CIIELHAIICTHI 0 OMO3TUKE HE XOTAT CIyLIATh KPUTHU-
KY COLIMAJIBHBIX YUEHBIX; COLIOIOTH BEICMEUBAIOT MX MOPaJIM3aTOPCTBO;
COLIMOJIOTH Pa300JadaloT OMOSTHKOB C MOMOIIBIO COLMOJIOIHU OHO-
9THKH, OMO3TUKU MOJPBIBAIOT PabOTy COLMOIOTOB CBOEH (unocodueit
conuanbHBIX Hayk [3, p. 33].

HecMoTps Ha Bce CIOKHOCTH B OTHOIICHHSX ABYX IUCLMILIHH
CTpEMUTENBHOE Pa3BUTHE OMO3TUKU HE MOTJIO OCTaBaThcs 0e3 BHHMa-
HUS COLIMOJIOTOB XOTsI OBl TOTOMY, YTO €€ UCCIIe0BaTEIbCKasA 00JIaCTh
nepeceKkaeTcsi ¢ 00JIaCThIO UCCIIEAOBAaHUN MEJUIMHCKONW COLIMONOTHH.
BrosTuky, B cBOIO o4epeb, He MOTJIM MOJHOCTBI0 HTHOPUPOBATh KpH-
THUKY COLIMOJIOTOB B CBOW ajpec, a TakKe UX HCCIeNOBATEIbCKUE Me-
TOJBI, TIOCKOJIbKY OHH TO3BOJISUTM MM TJIyO>Ke B3TJISIHYTh U JIeTalbHee
onucaTh MHTEpECYIOIUE X sABleHus u npouecchl. Co BpeMeHeM OHo-
9THKA «IepeXBaTHa» MHUIUATUBY BO MHOTMX TeMaxX MEAWLIUHCKOMN
COLIMOJIOTHH, TAKUX KaK OTHOLICHHS Bpaya W MalueHTa, CyObeKTUBHOE
OTHOLICHUE K OOJIe3HH, MHCTUTYLIMOHAJIBHBIE OTPaHUYCHHS KIMHUYE-
CKOM MPaKTHKH, a COUUOIOTH MEIUIMHBI CTald BHUMATEIFHO CMOTPETh
Ha CIIELHAIICTOB M0 OMO3ITHUKE KaK Ha 00BEKT U3YUCHUS Yepe3 MPU3My
ux npodeccuu, a Ha caMmy IUCIMIUIMHY — KaK Ha COBOKYIHOCTh 3Ha-
HU, moyiexamumx ananusy [4, p. XI].

[ocTeneHHo TpaHUIBI MEXITYy OMOITUKOW M MEIWIMHCKOW CO-
LUOJIOTUEH CTalld IPUOOPETaTh KOHIENTYAIbHYIO ICHOCTD. Vcmonb3ys
pasznenenue P. Ulrpaycom [5] MeauumHCKOH cOLHMONOTMM Ha JBE
00JIaCTH — «COLMOJIOTUIO B MEAULMHE» M «COLMOIOTHIO MEJULIHBI», —
P. le Bpu3 npensious aHaIOrHuHOe Pa3iiyueHre «COLUOIOTUH B OMOATH-
Kke» U «conuonoruu onodtukm» [6, p. 80]. Kak ormeuaer C./hx. Xamdpus,
coyuonozus 6 OUOdImMuKe B OCHOBHOM HPUMEHSET COLUOTIOIHYECKUE
METOABI U U3y4eHHs OMOATHYECKHUX CHUTYaIUil, B TO BpeMs KaK co-
yuonozus 6uoImuKky KOHLEHTPUPYETCsl Ha COLUAIBHBIX Ipolieccax B
paMKax OMOPTHYECKUX IMCKYCCHH, Ha POJIEBBIX OTHOLICHHX, HA HOP-
MaX, HEHHOCTSAX U YOSXKIECHUSX TeX, KTO BOBJICYEH B OMOITHUECKYIO
AeATeNbHOCTD [7, P. 47]. ColronoroB OHOITHKH 0OCOOCHHO MHTEPECYET
MpolecC MHCTUTYLHMOHANM3AUUU U TpodeccroHanu3anud OHOITHUKU
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KaK OTHOCHUTEIHHO HOBOTO BHJIA JCATEILHOCTH, MIOCKOJIbKY HauMHAs C
1960-x romoB OHa cTalia MPEeTEHI0BaTh Ha 3HAHUS, KOTOpPhIC paHee Ha-
XOIWIINCH B BEJICHUH MEIMIIMHBI U IPYruX Hayk [6, p. 86].

B amepukaHCKOM U 3amajHOEBPOIICHCKOM aKaJeMHUYECKUX CO-
00IIecTBaX UCKYCCHU O B3aMMOJICHCTBUM OMOITHKH U COLUATBHBIX
HayK ObutM o4eHb OypHBIMU. B Poccum mpoOiiema mpoTHBOCTOSHUS,
KIIPUMHUPEHUS» U B3aUMOJCHCTBHUS COIIMOJIOTOB U OMO3THKOB, 32 WUC-
KITFOUCHHEM HECKOIBKUX paboT [cM., Hampumep: 8; 9], moutu He moa-
HUMAaJIach. AHAIIN3 OCHOBHBIX apIYMEHTOB U KPUTHUYECKUX 3aMCUaHHIA,
HCXOMSIINX OT Pa3HBIX CTOPOH, MOXKET JOIMOJIHUTH KaK OMO3TUKY, TaK
Y COIMOJIOTHIO, TI0O3TOMY B MPEJCTABICHHON cTaThe OyeT caenaH 00-
30p TJIABHBIX MPOTUBOPCUHMIA MEKIY HUMH M UX BO3MOXHBIX «TOYCK
commikenns». Takke OyAeT MOKa3aHO, KaKoW BKJIaj B M3Y4YEHHUE CO-
IUAaTbHBIX M 3TUYECKHUX ACHEKTOB Pa3BUTUS T'€HETUKU W TCHOMHOMN
MEIUIIMHBI MOTYT CJIEJIaTh COIIMOJIOTH U OMOATUKHU, €CIIH OHU OYIyT
JEHCTBOBAThH COOOIIA M MCIIOIB30BaTh PECYPChl U UHCTPYMEHTHI CBO-
X TUCLHUILINAH.

Buo3sTHKa ¥ COUOJIOTUSA : OT B3aUMHOM KPUTHKHU
K 00beJUHEHUI0 YCHJIMIA

Buostuk JI. Tépuep oTMedaer, 4TO COLMOIOTH M aHTPOIOJIOTH
KPUTHKOBAJIM OMOITHKOB (MOpOil OECIIOYBEHHO M TPEYBEIHYHBAS HX
HEIOCTaTKH) 32 «KaOMHeTHOe (pritocodcTBOBaHNE» U «HEOOOCHOBAHHBIC
MPOTIOBENN», 33 UCTIONB30BaHNE PUIOCOPCKUX a0CTPaKLUUi B OTBET Ha
KOHKpETHBIE CIy4Yad CTpaZaHui, 3a BBIIBIDKCHHE BCEOOBEMITIOMINX
YHUBEPCAIHMCTCKUX 3asBJICHHI, HE YUYUTHIBAIOIINX KYJIbTYypPHBIC PA3JIH-
YHs, 32 aKUeHT Ha MHIMBHUAyaIH3Me W NpeHeOpeKeHHE Ba)KHOCTBHIO
cemeii u coodurects [10, p. 83]. Buo3THKOB TaKkke KPUTHKOBAJIH 32 TO,
YTO OHM UTHOPUPYIOT MOJUTHYECKYIO 3KOHOMUIO, CTPYKTYPHOE Hepa-
BEHCTBO, KYJIbTYPHYIO, COLIMATBHYIO U HHTEIUIEKTYaJIbHYIO HCTOPHIO,
KJIACCOBBIH M COIIMAIbHO-IKOHOMHYECKUH CTaTyc, BJIAacTh, TEHAEP-
HBIC OTHOIICHHS, 3THUYECKYIO NPHHAAJICKHOCTh, KYJIBTYpy H JIO-
KaJbHbIC YCIIOBHS, MEKIMYHOCTHBIA XapakTep MOPAJIbHOH >KU3HH.
Hexoroprie paboTsl colmoioroB ObUIM HallelieHbl Ha pa3obinadeHue
OMOPTUKOB KaK aHTaXMPOBAHHBIX CHECLUAIMCTOB, BBICTYMAIOIIMX Ha
CTOpPOHE MHTEPECOB KPYITHBIX MOMUTUYECKUX U SKOHOMUYECKUX aKTOPOB
[cm. 06 sTom: 10]. OtBeuast Ha moOOHYIO KpuTHKY, JI. TépHEp muer,
YTO COLMOJIOTH MPEAIaraloT YAUBUTEIHHO Maj0 TEKCTOBOTO aHAIIN3a,
HUCTOPUYECKUX MCCIECAOBAHMH MIIM 3THOTpapUUECKUX AOKA3aTeIbCTB B
HOAIepKKy cBoux yrBepxkaenuit [ibid., p. 88]. IIpu sTom paboThI MO
OMOSTHKE COZEpXKAaT MHOXECTBO MaTEpPHajIOB, TOCBSIIEHHBIX BOIPO-
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caM COLMAaJbHOM CHpaBEUIMBOCTH W COLUUAIBHOW MOJUTUKU, YTO
JOJDKHO COJIMKATh COLMOJIOTOB U OMOSTHKOB, TOCKOJBKY B IIEJIOM OHH
OZIMHAKOBO PEarupyroT Ha pa3IMuHbIe COLMANbHBIE HECIIPABEATUBOCTH
[ibid.].

OnuH U3 UEHTPaJbHBIX CIOKETOB B KPUTHUKE OMOITHUKH CO CTO-
POHBI COLIMANBHBIX YYEHBIX CBSI3aH C MPUHIMUIAIN3MOM, TIOJ KOTOPBIM
MOHUMAETCS] WCIONb30BaHUE MOPANBHBIX NPUHLIUIIOB NPH PELICHUH
stryeckux auiemMm. C Touku 3penus k. DBaHca, MPUBICKATEIFHOCTD
NPUHIUNANTA3Ma MOKHO OOBSICHUTH TEM, UYTO OH OTBEYaeT MHCTUTY-
LUOHANBHOMY TPeOOBAaHMIO pallMOHAJIBHOM JIOTHKH, Tpemiaras mnep-
CIIEKTHBY W3MEpPUMOCTH M Tpenckazyemoctu [11, p.32]. HambGonee
BIMSTENbHAS  BepcUsl MpUHLOUNAIM3Ma Obul  copMynHpoBaHa
T. buuammiom u J[x. Unnapeccom B kuHure «lIpuHIUTIBI OMOMEIUIIH-
ckoif 3TuKu» [12]. OHM BBIACTHIIM YETHIPE KIIFOUEBBIX MPHHIIUIA. aBTO-
HOMHsI TallMeHTa, OnaroiesHue, HENMpUYMHEHHE Bpeda M CHpaBeasId-
BocTh. T. buuamn n JIx. Unnpapecc Takke MpHU3HABAJIM CYLIECTBOBAHUE
YHHUBEPCAIBHOW MOpalnyd HapsAy ¢ YacTHOH MOpaiblo, MOTOMY B MX
MOJIeTIM TPUHIUIIATIN3Ma BCE JIIOJU CIIOCOOHBI pa3ienaTh oOue 1eH-
HOCTH. ['TaBHBIN ynpeKk B afpec NpUHIUIAIN3Ma 3aKII0YaeTCsl B TOM,
YTO OH JIEKOHTEKCTYaJU3UPYET MPOLECcC MPUHATHS ITUYECKUX pelle-
HUH ¥ TEM CaMbIM OTPaHUYMBACT BKJIaJ OMO3TUKU B MyOIMYHbIE ne0a-
TBl M TIOJIMTHYECKHE PEIICHHs MO IMOBOAY HOBBIX TexHoiormi [13,
p. 264]. 3HaunTenbHAS YAaCTh KPUTHUKU TakKe ObLIa HampaBlieHa Ha
MOPUHIUI yBa)XCHUS! aBTOHOMHH», KOTOPBIH, KaK CUMTACTCS, 3aTMHJI
ClIeOBaHKME OCTAJIBbHBIM NpuHIUMIaM [13, p. 266]. Kputuku nonararor,
YTO CHJIbHBINA aKIIEHT OMOITHKH HA «aBTOHOMHHY» BO3HUK B CrCHH(H-
YECKOM aMEPHKAHCKOM KYJIBTYPHOM KOHTEKCTE, M OH B3aMMOCBSI3aH C
HeonuOepansHOi (unocopuell W MOTUTHKOH, KOTOPBIE MPOABUTAIOT
WHAMBUAYaJIbHYIO OTBETCTBEHHOCTh M BOSMOXKHOCTBH BBIOOpA B 3/PaBO-
oxpanenun [13]. C ToukH 3peHus COLMOIOrOB, BEIOOp MALMEHTa HUKOT/Ia
HE MOXKET OBITH MOJHOCTHIO ABTOHOMHBIM HJIM OCHOBAaHHBIM Ha HeEM-
TpaJbHOW MH(OPMALMK U, HATIPUMEP, B CIy4ae ¢ TEHOMHOW MEAMIIH-
HOM, OH SIBJISIETCS JIMIIb OTPAKEHUEM OTHOLICHUH MEXKIY FeHETUKOH U
obutectBom [14, p. 1].

Kputukys cnennanictoB mo OMOSTHKE 38 UX OAEPKUMOCTH»
WHAWBUAYATU3MOM, 3aIIMTON aBTOHOMHUHU U CBOOOABI TUYHOCTH, COLIU-
aJIbHBIC YUEeHBIC YKa3bIBalOT HA HEOOOCHOBaHHOE NpeHEOpeKEeHNE UMU
COO0ILECTBOM, CEMEHHBIMH CBSI3SIMH, COLMAIBHBIMUA OTHOLICHUSMH U
MEXITMYHOCTHBIME 00si3aTenbeTBaMu [10, p. 94]. JI. Tépuep monaraer,
YTO KOHUEMIHUS YBAXKEHUSI aBTOHOMHH MAIEHTa UTPaeT BaXXHYIO POJIb
B HCTOPUHU aMEPUKAHCKOH OMOITHKH, OHAKO OMOITHKA HE CBOTUTCS K
KOHLIENIIINM aBTOHOMUH, aHAIN3Y OTHOILIEHWH Bpaya M MalWeHTa WU
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amepukanckoMy koHrtekcty [10, p. 96]. Korma cnenmanuctsl o 6uo-
3THKE 00CYKIAIOT TaKHE TEMBI, KaK JOHECEHHE NMpaBauBOi WHpopMa-
UM, THPOPMHUPOBAHHOE COTJacue W T.N., OHU JIEHCTBUTEIBHO Yalle
BCEr0 OMUPAIOTCS Ha S3bIK aBTOHOMHM M MHIMBHIYaJlbHOTO BHIOOpA,
HO TPY PacCMOTPEHUHU JAPYTUX BOMPOCOB, TaKMX KakK OOLIECTBEHHOE
3IpaBOOXpaHeHHe, 00s3aTeNbCTBA MEXAY IOKOICHHSIMHU, CeMeHHBIe
00s13aTeNbCTBA, pacupenesieHe pecypcoB U JOCTYI K MEIUIIMHCKOMY
00CITy’>KMBaHHIO, OHH HMCIOJIB3YIOT MOHITHSI COOOIIECTBA U B3aUMOOT-
HOIICHUH, He OTpuUIast uX BaxxHocTh [10].

B nenowm, JI. Tépuep monaraer, 4To XOTSI HCTOPHUYECKH MPUHIH-
Majau3M 3aHUMall BaKHOE MECTO B OHMOITHKE, €ro HeNb3s CUYHUTATh
CIUHCTBCHHON M YHHUBEPCAJIBbHOW TEOPETUKO-METOAOIOTHYECKOH OCHO-
BOH OMO3THKU. BHO3THKH, KaKk ¥ aHTPOIOJIOTH M COIMOJIOTH MEIHIIH-
HBI, ONMUPAIOTCS Ha MHOTOYHCIICHHBIE METOABI, TEOpWH, TPaIUlIHH,
CTIOpHI, 0a30BbIE MPEANOJIOKEHHUS, Ha KOTOPBIX OCHOBBIBA€TCS UX WH-
TepnpeTannoHHas pabora. Hukorna He cymiecTBOBajio JOMUHHPYIO-
LIero crocofa peann3alud OMOITHYECKOro HCCIENOBAaHUSA, a Camo
OMOSTHYECKOE COOOIIECTBO HE OBUTIO MOHOJIUTHBIM, HOAYEPKUBAET
JI. Tépuep [10, p. 93]. O monaraer, YTO aJbTEPHATHBHAS HCTOPHS
OMOSTHKH, MEJULIMHCKON aHTPOIMOJIOTMH ¥ METUIIMHCKONW COIIMOIOTHH
MorJia Obl COCPENOTOUNThCA Ha 00MmuMX mpoliieMax U mepeceKarouux-
cs uHTepecax. C ero TOYKM 3pEHHs], IPH BCEX CBOUX PACXOKICHHUSAX
OMOSTHKH, aHTPOIOJIOTH M COLMOJIOTH MEIUIUHBI 00ECIIOKOCHBI TEM,
KaK KOpITOpaTHBHbIC [IEHHOCTH MPEBPAIIaloT YeloBeKa B ToBap, Ouo-
TEXHOJIOTUN «MEIUKAIN3UPYIOT» BCE aCHEKTHl YEJIOBEUECKOr0 CyIIIe-
CTBOBaHMsI, HEPABEHCTBO B JJOCTYIIE K 3PaBOOXPAHEHUIO U OCHOBHBIM
COLIMAJIbHBIM OJlaramM CTaBHUT BOIIPOCHI O CTENEHM 3a00Thl WM Oe3pas-
JIUYUS TIOJeW JpYyT K APYTY U O TOM, KaK OMOMEIULIMHA MOXKET BBITEC-
HHUTB 3200Ty 0 OOJNBHBIX U cTpazatomux [10, p. 96].

Ho conuonoru He TONBKO KPUTHKYIOT MPHHLIUI aBTOHOMHH, HO
W, IPUHUMAs €r0 BaKHOCTb, MIEPEHOCAT €ro B IJIOCKOCTh 00CYKACHUS
JIeMOKpaTH3alui OModTH4ecKor skcnepTusbl. Tak, H. Dmmepuu cum-
TaeT, YTO BONPOC OMOATHYECKON HKCIEPTHU3HI B LIEIOM TECHO CBS3aH C
00JIaCThIO MOMUTUKU U C JIEMOKpAaTHYECKUM mporeccom [15, p. 1-2].
JeMokpaTu3anus OHOITUKM O3HAYaeT, YTO NPH B3aMMOACHCTBHU C
NyONMUYHBIMA M TIOJIMTHYECKUMH IHCKYPCaMH JKCIIEPTHI-OMOITHKH
JOJDKHBI CTPEMHTBCSI COOTBETCTBOBATH JEMOKPAaTHYECKHM, a HE IPO-
CTO «IPUKIaIHBIM (uaocopekum» HOopMmam [15, p. 13]. Mopans u
9THKA SBIAIOTCS ACIIEKTaMH TIOBCETHEBHOM JKU3HHU, U MBI BCE SIBISIEM-
Csl MOpaJIbHBIMU areHTaMH, WMEIOIIMMH OIBIT COLUUAILHOW KU3HH,
KOTOpBIA JTOJDKEH YYUTHIBATHCA KaK PaBHOIIPABHBIM Hapsiy C 3THYE-
CKUMH TpPeOOBaHUSMH, NPEIBSIBISEMBIMH OKCIEPTAMU-OMOITHKAMU.
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Paccyxnas B cxoxxem kimroue, C.JI. Xeppmann u C. Kénnunrep orme-
YalT, YTO S3BIK 3TUKM CTajl OCHOBHBIM CPEICTBOM JAUCKYCCHH IO
OMOMEIMLIMHCKUM BONPOCaM, a MOJMTHKH M HIMPOKask OOIEcTBEH-
HOCTb HAYMHAIOT MOJHOLIEHHO YYacTBOBATh B PEIICHUH OMOITHYECKUX
Borpocos [16, p. 213]. Ouu mosararoT, YTO aKIEHT Ha CBOOO/IE, aBTO-
HOMHH W CaMOOIIPEIETICHUN CEroHs COMpPsDKEH C TeHISHLIMEeH mpora-
TaHIUPOBATh U PACILIUPATH dTHUECKUE N1e0aThl, BOBIEKAs B HUX OOJIb-
re ¥ OoJble JI0AeH, MO3TOMY Ba)KHOH 3aJaueii cTaHOBUTCS 00y4YeHHE
3THX HOBBIX 3aHMHTEPECOBAHHBIX aKTOPOB TOMY, KaK TOBOPUTH «3THYE-
ckuM 00pazom» [16]. [Ipu s3ToM Henb3s 3a0BIBAaTh, YTO MPU COLUOJIOTH-
YEeCKOM IMOJX0J€ K U3ydeHUIO podeccHii, Kak mokaspBaer J[x. OBaHc,
npodeccu ONMpenessioTcS KaK CUCTeMBbl aOCTpakTHBIX 3HAHWH, MO-
3TOMY OHOITHKH JOMKHBI COXPAaHATH COOCTBEHHYIO aBTOHOMHYIO
npodecCHOHANBbHYI0 CUCTEMY 3HAHMH M LEHHOCTEH, a He UCXOOUTD W3
CBOMX JMYHBIX LIEHHOCTEH WMJIM LIEHHOCTEH KakoW-InOO COLMaibHON
TPYIIBL «...CIEHUAIUCTBI MO0 OMOATHKE — 3TO T€, KTO HCIOIB3YyeT
LEHHOCTH JAPYTHX AJSl ONpPENeNCHUsl TOrO, UYTO SIBISIETCS STHUECKHM»
[17, p. 168]. «HeB0o3MOXKHO cO3/1aTh CAMHYIO CHUCTEMY aOCTPaKTHBIX
3HAHMH, KOTOpasi OTHOBPEMEHHO HCIIONb30Bajla Obl LIEHHOCTH 00IIecTBa
u 00BsicHsMa OBl eMy, KaKUMH JOJDKHBI OBITH €ro IIEHHOCTH», UHaue
MPOMCXOAUT JellernTUMH3anus npodeccun, — 3akirouaer k. OBaHc
[17, p. 169].

CrienoBaHue 3TUYECKUM MPUHLUIAM, KaK MOKa3bIBAIOT COLHO-
JIOTH, TAKX€E CBA3aHO C ONpPEICICHHBIMU COLUAIBHBIMU MPAKTUKAMH.
Tak, M. I'miimen u JI. I'mimaM mpeasararoT MOBBICUTh «ITHUECKYIO
BHUMATEJIFHOCTD» CHELUAINCTOB, UMEIOIINX JIEJI0 CO CIIOKHBIMH Me-
OULNAHCKHUMHU CIydasMd U OpoOJieMaMi, ¢ MOMOIIBIO HappaTUBHOTO
nozaxona [18]. Ananu3upyst pacckasbl IPAaKTHKYIOLIMX Bpayel U Maru-
€HTOB, KOTOpPBIE TBITAIOTCS Pa300paTbesi B MOBCEAHEBHBIX ATUYECKUX
npodieMax, MPOHU3BIBAIOIINX MPAKTHKY 3APAaBOOXPAHEHHUs, OHHU TOKa-
3bIBAIOT, YTO dTHYecKas paboTa HEW3MEHHO IMPOHUCXOAMT IOCPEICTBOM
HappaTHBOB U B3aMMOJICHCTBUS C UCTOPHSMU JIMYHOM u3nu [18, p. 160—
161]. M. I'mitmen u JI. ['minaM monararoT, 4TO HAPPATHBBI YCTPAHSIOT
pas3pbIB MEXIy a0CTPAKTHBIMU 3THYECKUMH NIPUHLIUIIAMH U OCOOEHHO-
CTSIMH peaJbHOM ATHKH, M U3 3TOTO B3aWMOJCHCTBUS BO3ZHHKAET IO-
TEHLHAJ AJISl IOCTOSHHOTO BHUMAaHUS K 3TUYECKH Ba)KHBIM MOMEHTaM
B IIPaKTHKeE 31paBooxpanenus [18, p. 176-177].

Uro xacaercsi o0beOUHEHHS MOTEHLHANA COLMOJIOTMUA M OHO-
9THKH, TO HCCIIEAOBATENH BBIABUTAIOT pa3HOOOpa3HbIE CYKACHUS 00
stoM. Kak ormeuaer A. Ilerepcen, mpeanoxkeHus IO YCTPaHEHHIO
npo0esioB B OMOITHKE, KaK MPAaBHIO, OTHOCITCS K OIHOMY U3 JBYX
oCHOBHBIX THINOB [13]. [IepBblil THI — MOMBITATHCS KYITYUYIIUTH» HIH
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«cracTu» OMOITUKY, YCTpaHssl €e SMIIMPHUECKHE HeAoCTaTKu. B wact-
HOCTH, YTBEpP)KAAIOCH, YTO COLMANILHBIE HAYKH MOTYT IIOMOYb OMOATHKE,
npeanaras SMIMPHYECKUE JaHHBIE O MPOLECCEe MPUHITHUS ITUUYECKUX
peleHni uin (OpMUPOBAHUU STUYECKUX 3HaHHH [13, p. 264-265]. Oco-
OEHHO Ba)KHBIMU U WHTEPECHBIMH B 3TOM Ciydae MPU3HAIOTCS 3THO-
rpaduueckue HCCIIEOBaHUs, IO3BOJSIOMINE H3YUYUTh Ppa3IHYHBIC
CHOCOOBI, C TMOMOIIBI0 KOTOPBIX KYJBTYypHBIE CICHAPHH, HAappaTHB-
HBIE METO/bI, HHCTUTYLIMOHAIbHBIE MPOLEAYPHl U OTHOLICHUS BIACTH
MOT'yT ()OPMHPOBATh TO, KaK arcHTbl BOCIPUHUMAIOT M PEIaloT 3TH-
YeCKHe MPOOJIeMbl B KOHKPETHBIX OMOMETUIMHCKHX KOHTeKcTax [19].
Bropoii Tun npensioskeHnid, OTCTauBaeMbIX B OCHOBHOM (JEMUHHCTKA-
MU, 3aKI04ajcs B PaAMKaJbHOM MEpecTporKe OMOITHKH, MPEoaoIIe-
HUH TpearonaraeMo MpUCYIIUX 3TOH 00JacTu npenyOekIeHni U STH-
CTEMOJIOTHYECKUX «CIIeNbIX msaTen» [13, p. 264—265].

Counonor Y. Bock cunTaer, 4To BKJIaJ COLUMOJIOTHN B OHOITUKY
TPYZAHO ONPENCTUTh M3-3a MPOTHBOPEUUBBIX OTHOUICHUH MEKIY (u-
70cO()CKOM AUCHUILIMHOMN, OTAAIONIECH MPEeNNnoYTeHHEe HOPMaTHBHOMY,
U COLMOJIOTHEH, OTHAIIIel mnpenmnodyreHue smrupuyeckomy [20,
p. 142]. OH onMCBHIBaeT STH OTHOIICHUS KaK JIOKHYIO TUXOTOMHUIO Me-
XK1y (QakTaMH W LEHHOCTSIMH, a TAaKXKE KaK HEONpelNeeHHOCTh M Ha-
MOPSOKEHHOCTh MEXAY HMIUTUIUTHBIM YHUBEPCAIM3MOM MPUHIUIIA-
JM3Ma W OKCIUMIMTHBIM PEISTUBU3MOM JIOKabHOW mpakTuku [20].
Tem He MeHee OH BBHIAENSET TPU KOHKPETHBIX BKJIAZa COLMOJIOTHH B
OHMODITHKY.

Bo-nepBrix, Y. bock mumer o ToMm, 4To OHO3THKH (HOKYCHPOBa-
JMCh Ha MIPUHIIMIIE aBTOHOMHH, B TO BpeMs Kak Ha nmpotrsbkeHnn 1960-x
1 1970-x TOMOB MEIUITMHCKUE COIMOIOTH MPOJIEMOHCTPUPOBAIH, KaK
Ha MPaKTHKE BPAa4M YacTO MEPEXBaTHIBAIOT MTOJIHOMOYHS MAIlMEHTOB B
NPUHATHHA PELICHUH, CKpbIBas OT HUX HHQOpMAaIHIOo, HEOOXOAUMYIO
IUIs BBIOOpa OAHOTO M3 BapHaHTOB. TakuM 00pa3oM, ¢ MOMOLIBIO M-
MUPUIECKUX HCCIENO0BaHUN MEAMLIMHCKUE COLMONOTU J0Ka3aid, Ha-
CKOJIBKO Oonee mpopaboTaHHAas KOHLENUHS HH()OPMHPOBAHHOTO CO-
riacysi He0OX0MMa B KIIMHMYECKHX M DKCIEPUMEHTAIbHBIX YCIOBHSIX,
W HAaCKOJIBKO €1a0oil Obljla CIOCOOHOCTH MAIlMEHTOB MPOSBIATH aBTO-
HOMHIO Ha npakTuke [20, p. 142].

Bo-BTOpBIX, BKJIaJl COLTMONOTOB B OMOITHKY 3aKII0UACTCS B TOM,
YTO OHM MTOKA3aJIH, YTO 3a Ka)XXIO0H dTHYecKol mpo0iIeMoi cTosT mpodiie-
MBI paclpeeieHus] BIACTH, MPOOEbl B KOMMYHUKAIIMH MEXIYy Iep-
COHAJIOM, TALMEHTAMHU M WICHAMH HX CeMeH, MM KOH(IMKT MexmIy
Pa3IMYHBIMU CTOPOHAMH IO TIOBOAY NpuHATHS pemenuid [20, p. 142].
WHbpIMU cIOBaMH, COLIMONOTH MPUBHECTH IOHUMAaHUE TOTO, KaK MpHH-
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YIB!l OMOATHKH OCYLIECTBIIIOTCS HA MPAKTUKE C YYETOM JIOKAIBHBIX
KOHTEKCTOB.

B-Tperbux, BKJIal COLMOJIOrOB COCTOUT B TOM, YTO C ITOMOIIBIO
SMIIMPHYECKAX HCCICAOBAHUM OHHM JIEeMOHCTPUPYIOT MyThb BIIEpE,
npeanaras paccMaTpuBaTh HALMOHAIBHBIC M TIO0ANBHBIE PAa3IUuns B
pacrnpeneneHnl A0CTyNa K MEIUIMHCKOMY 00CITyKHBaHHIO, KOH(IUKTHI
WHTEPECOB, 3aJ0)KEHHBIE B OTHOLICHUSAX MEXKAY aKaJleMHUYecKOi Me-
OULIMHOW M KOPIOPATUBHBIMU HHTEPECAMH, BEPOSTHBIC MOCIEACTBUS
r7100anbHOTO U3MEHEHHS KiIMMaTa Ui 340poBbs. Bee 3T mpobieMsr
3I0POBBSI HacElEHUs B OyAyIIeM CTaBsT Mepen OMO3ITUKON HOBBIE 3a-
naqu [20, p. 143].

P. Jle Bpu3 nonaraer, 4To OMOSTHKH MOTYT BOCIIOJIB30BATHCS
pe3ylbTaTaMH COLMOJIOTMYECKUX HCCIEIOBAaHUHM, YUYHTHIBAas YETHIpE
OCHOBHBIX MOMeHTa [21]. Bo-mepBbIX, pabora B 001aCTH JECKPUTITHB-
HOW 3TUKM OCHOBBIBAETCSI HA MPEANONOKEHHH, YTO (DaKTHI Ompeness-
10T IeHHOCTH. McxXoas W3 3TOro, CIENHMaIMCThl MO ATHUKE JOJIKHBI
3HATh O LEHHOCTSX JIOJEH, M IO3TOMY UM HY>KHBI COLIMOJIOTH ISl U3-
MEpEeHHS 3TUX LEeHHOCTeH. Bo-BTOPBIX, COMOIOrHYECKUE METOIBI T10-
3BOJISIIOT U3MEPUTH CTENEHb, B KOTOPOH OMO3THYECKHE PEKOMEHAALNU
JOCTHUTAIOT JKEJIAeMOT0 Pe3yNbTaTa, KOJIb CKOPO OMOITHUKU CTPEMSTCS
K pealn3alud Ha MPaKTUKE OMpelesIeHHBIX IeHHocTel. B-Tperbux,
COLIMOJIOTHYECKUE HCCIIEI0BAHNS HEOOXOOUMBI, YTOOBI MOHATH, TE,
KaK ¥ ¢ KakuM 3¢ (HEKTOM 3TH IIEHHOCTH MPOHUKAIOT B OMOMEANIIUHY.
B-ueTBepTHIX, HCCIEAOBAaHUS KOHTEKCTa OMOITHKH HCXOIST U3 TOrO,
9TO (DaKThHl MOKA3BIBAIOT, KaK LIEHHOCTH BO3HUKAIOT M OPraHU3YIOTCS.
B Takux mccnenoBaHUSAX pa3iNMyalOTCs «IEHHOCTH Ha Oymare» — To,
YTO JIFOJU TOBOPSAT, — U «PEeabHbIEC IIEGHHOCTU» — TO, YTO JIIOJU AENAI0T
[ibid., p. 288], u 3T0 co3maer Gosee MOMHYIO KapTHHY MPEICTABICHHIH,
HappaTUBOB U ACHCTBUI.

Hcropusi craHoBieHUs OMOATHKM MOKasaja, 4To 3Ta 00JacTh
CHOocOOHA OXBaTUTh MHOXKECTBO (POPM HCCIECNOBAaHUM, TEM U BOIPO-
COB, KOTOPBIMHU 3aHUMAIOTCS pa3Hble Hayku. J[ns moakperuieHust co0-
CTBEHHOH HIEHTUYHOCTH OMOSTHKH OOBEIUHSIOTCS BOKPYT MEXIHUC-
UUIUIMHAPHBIX HOPM M (OPMHPYIOT MPOYHBIC, WHTETPUPOBAHHBIE U
B3aMMOCBSI3aHHBIC aKaJeMUUECKHE MPaKTUKU [22, p. 13]. D10 BHYTpeH-
HsIs 3a]ja4a caMoil OMOATHKH, KOTOPYIO €€ MPEACTaBUTENH IIJIAHOMEPHO
pelaroT, OAHAKO MPEACTABUTENSIMH IPYTHX AUCHUIUIMH 3TO MOPOH
HEMPHUA3HEHHO BOCTIPHHUMAETCS KaK 3aX0J] Ha «UyXYIO TEPPUTOPHION.
HMeHHO Tak MmoHavany CKJIaJbIBAJINCh OTHOLIEHUS! OMOATHKHA U MEAU-
LIUHCKOHN comuonorud. YTo Kacaercss uX B3aUMOAECHCTBHSA, TO OCHOB-
HOE, YTO OMOATHKA TOTOBA MPUBHECTH B COLMONOTHIO, 3TO 3TUYECKHUH
KOMIIOHEHT, KOTOPOTO COLIMOJIOTH CTpeMsTcs u30eraTb, pyKOBOICTBYSICH
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JIOTUKON Pa3BUTHSI CBOEH HAYYHOU JUCHUILUIMHBI. OIHAKO COLUOJIOTH,
Kak OyIeT Moka3aHo Jajee Ha IpUMEpe HECKOIBKUX HCCIICIOBAHMIA,
TaK)Xe MOTYT YCHEITHO MCIOJb30BaTh ATOT KOMIIOHEHT M KaK OOBEKT
WCCIICNOBAHMS, U KaK TEOPETUKO-METOIOJIOTHYECKUI pecypc, MO3BO-
JISFOLMIA TITyOXKe B3TJISAHYTH HA TMPOOIEMBI MEITUITUHCKON TIPAKTUKU H
COLIMAJIBHBIX OTHOLICHUH B YCIOBUSIX MEAUKAIU3AIUU U TEHETU3AIINH.

ConuoiornyecKnue HCCJIeI0BAHNS OMOITHKH U T€HEeTHKH

I'eHOMHasT MemMIMHA KaK OOBEKT W3y4YCHHS IPEICTaBIISCT
0OJBLION MHTEpEC I MEAUIIMHCKIX COLMOJIOrOB U OMO03THKOB. O0B-
SIMHEHUE TIOTEHIINAJIa COLMOIIOTHU U OMO3THKH 3/1€Ch MOXKET ITPUHECTH
HOBBIC 3HAHMS M MOMOYb B PEIICHUW MpPaKTHYeCKUX mpobiem. Ho u
MECTO JUI B3aMMHOM KPUTHUKM TO)Ke ocTaercsa. Hanmpumep, A. Xemxkko
Ha OCHOBE aHaJM3a CTaTei 1Mo OMOATHKE (papMaKOreHETHKH TOKasall,
YTO OMOJITUKU HE CTaBAT MOJ COMHEHHE MO3UIHUIO MPO(ECCHOHATOB B
ATUX 00JNACTSX, a B 3HAYUTEIHHOM CTEIIEHN COTJIAIIAIOTCS C X yTBEp-
KICHUSMHU, KaK TEXHUYCCKUMH, Tak U dtudeckumu [23]. OH cuuTaer,
YTO B CBOMX JIYYIIMX MPOSBICHUIX OMOATHKA 00CCIICYMBACT KPUTHYC-
CKOE B3aMMOJICHCTBUE C HAYYHBIMH HJCSIMH, MOMOTas IOJHTHKAM,
BpayaM M HCCIICJOBATEISAM JyMaTh O TOM, B KAKOM OYAyIIeM MbI MO-
xeM kuTh [23, p. 180], mosToMy Takas coriamarenbCKas MO3HLUSL
TMPUHOCUT MAJIO TIOJIB3BL.

JI. MOppHUCOH TIpHU3BIBAET COLMOJIOrOB BHIUTH B IIOJIE, YTOOBI
MOJYYUTh IMIHPHYECKOE TTOHMMaHHUE TOr0, Kak OMO3THKA MPaKTUKYeT-
Csl B Pa3JIMYHBIX MEAMIMHCKUX yupexaeHusx [24]. Ha mpumepe rexe-
THUYECKOTO KOHCYJIBTHPOBAHMSI OH MOKA3bIBACT, KaK B CaMOMW NPaKTHKE
KOHCYJITHPOBaHHMS CHCIIAIIMCT CO3/IaCT WIIM HE CO3/IacT aBTOHOMHBIX
KJIMEHTOB, PYKOBOJACTBYSCH OMOITHYECKMMH NpHHIMNamu. Ha ocHo-
BaHHM HMHTEPBBIO C TEHETHYECKUMH KOHCYnbTaHTamu Jl. MoppucoH
BBIJICIISICT IIECTh OCHOBHBIX TAKHX MPAKTUK: IOTOBOPEHHOCTH; TPEIOC-
TaBJIeHWE MH(POPMAINH; MPEUIOKEHHE BAPUAHTOB; TIEPEBOJ; pedIiek-
CHST; DMIIATHSI ¥ IOAICPIKKA.

Jloeosopennocma (contracting) — ato onpeneneHne Habopa renei
KOHCYJIbTUPOBAHUS, ONaroiapsi 4eMy KOHCYJIBTAHTBI yCTaHABJIMBAIOT
B3aUMOIIOHUMAHUE CO CBOMMH KIMEHTAaMH W TPUBOIAT OXHUIAHUS
KJIMEHTa B COOTBETCTBHE C TOM pabOTOM, KOTOPYIO JOJKEH BBHIOTHUTH
KoHCynbTaHT [24, p.188]. B xome npedocmasnenus ungopmayuu
(providing information) kKOHCYJIBTaHTBI PacCKa3bIBAlOT CBOUM KJIHEH-
TaMm O JIOCTYIHOCTH Pa3JIMYHBIX BUJIOB T€HETHYECKOTO TECTHPOBAHMUS
[24, p. 189-190]. Kak ormeuaer JI. MoppHcOH, onpeenss el CeaH-
ca | MpefocTaBisisl MHYOPMAIIHIO, TCHETHYECKUE KOHCYJIBTaHThI JIeNe-
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THPYIOT MAalMeHTaM aBTOHOMHMIO, TOJIHOMOYHS M OTBETCTBEHHOCTB,
CJIEIOBATENbHO, MOTYT TUCTaHIIUPOBATHCS OT PE3YJIbTATOB PEILICHUH,
KOTOpble OHU mpuHUMaOT [24, p.190-191]. KoHcynbTaHTHI TaKxke
COOOIIAJH, YTO YacTo OHM npednazarom eapuanmul (giving options),
WK CLEHApUH, Ha PACCMOTPEHUE CBOUM KIIMEHTaM, €CIH TEM CJI0XKHO
ObUIO OpUMEHTUPOBATHCA B HAyYHOH HHQOpPMAINH, KOTOPYIO 10 HHUX
noBoauiu. Jlaxe eciam KOHCYJIBTAHT MpenjaraeT ONTHMAIbHYIO HH-
(dopmaLnio, 3T0 HE BCErAa MOXKET MOMOYb MAIMEeHTy MPHUHATH pelle-
HHUE, TIOATOMY KOHCYJIbTAaHT OMHCHIBAET Pa3MYHbIC BapUAHTHI, KOTO-
pBle MOTYT OCHOBBIBATHCSI Ha €r0 MPOIUIOM KIMHUYECKOM OIIBITE,
OOyYeHUHW B aCHHMPaHType WIM JAHHBIX W3 myOmukamuid [24, p. 191].
[TockonbKy TeHeTHYecKHe KOHCYJIBTAHTBI 4acTO PadOTaloT B COCTaBE
TpYyNIBI TEHETUKOB, Bpadel M APYIHX MEOUIHUHCKUX PaOOTHHKOB, UM
HYXXHO nepegooums (translating) MequuuHCKHi sxaproH Ha Herpodec-
CHOHAJIBHBIN S3bIK, YTOOBI TOMOYb KIHMEHTaM MOHATh HAYYHYIO HH-
dopmanmioo W npuHATH pemieHue [24, p. 192-193]. Pegrexcus
(reflecting) koHCYTbTaHTOB HaJl BBICKA3bIBAHUSMH KJIIMEHTOB TIO3BOJISI-
€T MPOSICHUTh WX OCHOBHBIC IIEHHOCTH M YOEXKIEHHS B OTHOLICHHH
TEHETHYECKOTO TECTUPOBAHMS, YTOOBI OHM CMOTJIH CAEIAaTh CaMOCTOsI-
TeNbHBINA BBIOOP. B 5TOM ciiyyae reHeTHdeckre KOHCYIbTaHThI IPHU-
CIIYLIMBAIOTCS K MBICIISIM U YYBCTBaM KIIMEHTOB, a 3aTEM BBIPAXKAIOT
B coOCTBeHHOM m3noxeHuu [24, p. 193-194]. HakoHen, KOHCYJIbTaH-
TBI MPOSIBISIIOT amnamuio u noodepxcky (empathy and support), mo-
CKOJIbKY 3a4acTyi0 Ha KOHCYJbTAlUSX peub MAET 00 OueHb TSDKENOH
nHGOPMAaLUK ISl KITMEHTOB M UX ceMei. TakuMm 00pa3oM, 3aKiIoyaeT
J. MoppucoH, TpeAcTaBICHHBIH B3I HA TO, KAK aBTOHOMHBIE JIHY-
HOCTH KOHCTPYUPYIOTCSI Ha MPaKTHKE, MOXKET MOMOYBb COIHOJIOraM
OMOSTHKH TIOHATH MHOXKECTBO CIIOCOOOB HCIIONB30BaHMs OHO3THYE-
CKHX IPHUHLUIIOB, a CIECHHAINCTaM MO OHO3ITHUKE — HAaWTH CIIOCOOBI
YCOBEpIICHCTBOBATh TEOPUH aBTOHOMUH, COCPEJOTOYMB BHUMAaHUE Ha
ee MPOIeCCYTbHBIX M PEISIHOHHBIX actiekTax [24, p. 196-197].
Henp3s HE ymoMsiHyTh O KPUTHYECKOM B3TJIA[E HAa TCHOMHYIO
MEIUMIUHY B (DEMHHUCTCKHX COLHAJBHBIX HccienoBaHuax. OOmum
TE3UCOM JJIsl TAKUX PadoT SIBJISIETCA TO, YTO TE€HETUYECKHE TEXHOIOTUI
HUMEIOT TeHIEPHYIO MPEAB3ATOCTh, KOTOpasi HYKAAIOTCS B IIEPECMOTPE,
B TOM YHCIE ¢ 3THUeCKHX no3unui. Hampumep, 3. Otroppe yTBEp-
KJIaeT, 4TO MpeHaTaIbHbIe TeHETUYECKUE TEXHOJIOTHH UMEIOT HEesIBHBIE
MOCNEACTBUS, KOTOPble OOBIYHO OCTAIOTCA HEBUIUMBIMH B 00JacTH
penpOayKTHBHOW reHeTuku [25, p. 246]. OHa npu3bIBacT MOHSTH BaX-
HOCTb Pa3BUTHA (HEMUHHCTCKONW TOYKH 3pPEHUS, UTO Ui HEEe O3HAYaeT
MpU3HATH B3aUMOAEHCTBHE MEKIy TEHOMHKOH, COBPEMEHHOH pernpo-
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IOYKTUBHOM MEIUIIMHOM, TUarHOCTHKOM II0Ja, TeHAEPHBIMU MpOIIeC-
CaMU U JKEHCKUM TeioM [25, p. 246-247].

3. DTTOppe CUMTaeT, YTO «Tella HEOOXOAMMO paccMaTpHUBATh
Kak OOBEKTHI, B KOTOPBIX CXOAATCS 3HAHHS O T€HaX, TII0AE, PEPOAYK-
TUBHBIX (YHKIUSX U YHHUBEPCAIN3UPYIOWIEH CHCTEME MEAULUHCKOTrO
KOHTpPOJIA, a HE KaK TeHJepHO HeHTpalibHbIe, HEACTEPMUHUPOBAHHBIC
cuctembl» [26, p. 245)]. IHpIMH crioBaMH, Tela IMOJUTU3NPOBaHbI. Ha-
pHUMep, MHOTHE MPEeHATalbHBIE TEXHOJIOTUH 00bEKTUBU3UPYIOT KEH-
LIMH ¥ TOAAEPKUBAIOT HICOJIOTHYECKOE MPENCTaBICHUE O KEHITHHAX
Kak MHKyOaropax mioza [25, p. 247-248]. D. Drroppe monaraer, 4To
«MIOCPEICTBOM NMPEHATAIBHONW MOJUTUKKA OMOMEAMLIMHCKHE IHCKYPCHI
MPEBPALIAIOT JKEHCKYI0 YTpoOY B XOpOILO YHPaBIsieMOE COLHAIbHOE
MPOCTPAHCTBO — MECTO AMCKYPCOB O “XOpomMX’ TreHax, >KeHIIMHAX
Kak MHKyOaTopax mioja, “I0CTaTOYHO XOpomuX”~ Tenax mioga u ¢u-
3MYECKUX OrpaHuueHusnx» [25, p. 249]. Ilnox yxe B yTpode Haaenser-
Csl OIpeNeNICHHBIMU XapaKTepPUCTUKaMHU — T€, KTO UMEeT HU3KUH PHCK
MoSABJICHUSI OOJIe3HEH, cuuTaloTcs Oonee IEHHBIMU KaK ¢ SKOHOMHYe-
CKOM, Tak M ¢ (u3udeckoil Touku 3penus [25, p. 249]. UtoOs! mpeio-
MUTH CYILECTBYIOIIEE MONOKEHHE Jiel, D. DTTope NMPHU3BIBAET COLHO-
JIOTOB OBITh YyBCTBUTENBHBIMH K T'€HACPHBIM acleKTaM, KOrja OHHU
pacckasbpIBalOT O JKU3HU JIIOJCH, KOTOPBIX M3y4aloT. IHBIMU cloBamy,
OHa MpeAsaraer cleyaTh STHYECKYIO padOTy OAHOW M3 OCHOB Mpodec-
CHOHAJIBHBIX JAeHcTBHI conmoinoroB [25, p. 254]. Ilpuuem sTHKa co-
LUOJIOTOB B HCCIICIOBAHHUAX PENPOIYKTUBHON F€HETHKH JOJDKHA OBITH
BorutomeHHoi (embodied) — T.e. OHa JOKHA YYUTBHIBATh TENECHBII
ONBIT U TeHACP MOPAIBLHBIX HHIMBUIOB [25, p. 256].

B nenom coumosnoru, u3yvarouiye conuajIbHBIE acleKThl TeHe-
TUKWA U TEHOMHOW MEIWLIMHBI, MMOJYEPKHUBAIOT, YTO MPEACTABICHUS O
TeHETHKE KOHCTPYUPYIOTCS Pa3iNU4YHBIMH, HHOTA KOH(DIMKTYIONMH
COLIMAJIbHBIMKA aKTOPaMH, 3TO O3HAYAET, YTO MX STHUECKHE JUCKYPCHI
BCEr/1a YaCTUYHBI M 3aBHCAT OT KOHTEKCTa, B KOTOPOM OHHU CHOPMYIH-
poBansl [14, p. 162-163]. Ontuka OMOITHKOB HAacTpoeHa nHaye. X B
MEPBYIO OUYepelb HHTEPECYET TO, KaKoe BIMSHUE HOBbIE HHCTPYMEHTHI
MEAWIUHBI OyAyT OKa3bIBaTh Ha MAalMEHTOB, CEMbH, COOOIIECTBa U
00IIECTBO B LIEJIOM, U KaKHe COLMAJIbHBIE U STHYECKHE MOCIEACTBUS
OyayT WMETh HOBBIC OMOMEIMIIMHCKHE 3HAHWUS W TeXHOJoruu [27,
c. 353]. buoatuka /Ui HUX — NPOCTPAHCTBO VISl OOCYKACHUS IICHHO-
CTeH, BO3MOXKHBIX IIOCIEICTBHA TNPUMEHEHUS HOBBIX TEXHOJIOTHH,
onaceHuil W IwieMM. Pe3ynpTaThl COLMONIOTMYECKUX HCCIeIOBAaHUI
MOT'YT CIOCOOCTBOBaTH TAaKUM OOCYXIEHHSIM U TPHUBHOCHTH B HHX
YTO-TO HOBOE.
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HccnenoBanusi pOCCHICKUX COIMOJIOTOB U aHTPOIOJIOTOB TOXE
MOT'YT OBITh MHTEPECHBI OHMOITHKaM, 3aHUMAIOIIUMCS H3Y4YCHUEM Te-
HETUYECKUX TEXHOJIOTUH M TEHOMHOH MeauuuHbl. COLMOJOTH CHO-
COOHBI KOPPEKTHUPOBAThH OMACEHUS W MPOTHO3BI OMO3TUKOB, MCIIONb3Ys
smMnupHueckue ganHele. Hanmpumep, kak nokaseiBaeT E.C. boromsrkosa,
BMECTO IporHo3upyemoii J. Jlunmnman crpaTHHUKaLuU HA OCHOBE Tre-
HETUYECKUX MYTAlUil M JUCKPUMHMHALIMK MX HOCUTEIeH Halmromaercs
CKOpee YCHJICHHE TPaJUIHOHHBIX (OPM COLUATBHO-3KOHOMHUYECKOT'O
U TEpPUTOPHATIHLHOTO HEPABEHCTBA B JIOCTYNE K T'€HETHYECKUM YCIy-
ram [28, c. 30].

C moMmoIbBl Pe3yabTaToOB OIMPOCOB OOIECTBEHHOTO MHEHUS
poccuiickue OMOSTHKH MOTYT OLEHHUTh PacHpOCTPaHEHHOCTh TEX HIIU
WHBIX TIO3UIHUH [0 OTHOIIEHHUIO K OMoMeuiiuHe. Tak, coriaacHo ompocy,
nposeneaHomy BIIMOMowm B centsiope 2021 r., 55% poccusn cuuta-
10T, YTO TEXHOJOTMH PEAAKTHPOBAHHs T€HOMa YeNOBEKa INPHHECYT
Oonplle Bpena, 4eM MoJb3bl, B oOpatHOM yOexnensl 19% omporien-
HBIX, 26% — 3arpymHuIrch oTBeTHTH [29]. Te, KTO OTBETHI «OOJIBIIE
Bpe/ia», MoJaralwT, YTO Helb3s BMeHMBaThcs B mpupony (33%), ato
HpUBENET K IUIOXUM mocieacTBusiM (14%), 5To HapylleHHE 3aKOHOB
mupozaanus (10%), Bce nomkHO ObITh ecTecTBeHHO (9%), HEM3BECTHO,
KaK 9TO OTpa3uTCs Ha cieayronieM nokoinenuu (6%), u Hayka rmoka He
rOTOBa K pefakTHpoBaHHI0 reHoma (6%). Te, KTO BUIAT B pelakTHPO-
BaHUH T'eHOMa OOJIbILE MOJIB3bI, YEM BpPEAa, CUMUTAIOT, YTO 3TO MO3BO-
JMT JIeduTh Oorne3nu (45%), moxkHO OyzeT ymydmuThb yenoseka (10%),
OHH BepAT B HayKy (7%), monararoT, 4To Tak OyJaeT MEHbIIe OOJIBbHBIX
JeTell W JeYuTh 00JNe3HM MOXXKHO Oyner Ha SMOpHOHAJIBHOM cTaauu
(6%), uTO BCe HOBOE — BTO XOPOIIO, MPOTPECC BEACT K YIYUIICHUIO
(6%). 47% pecnoHIEHTOB MOJNATAOT, YTO JOMYCTUMO PENaKTHPOBATH
TCHOM YeJIOBeKa il M30aBJICHUS OT HACJEICTBEHHBIX TC€HETHYECKHX
3aboneBanuii, 36% He cornacHbl ¢ 3TUM. [Ipu 3ToM 49% OnporeHHBIX
CUMTAIOT, YTO PENAKTUPOBATh T€HOM JUIS YIyYIIEeHUs pola U MOiyde-
HUS 370pPOBBIX M TaJAHTIMBBIX JETEH CKopee Hemomyctumo, a 34%
OTBETHIIH, YTO CKOpee AOMyCTUMO [TaM xe].

B nenom 3TH BBIBOIBI MEPEKIUKAIOTCS C pe3yjibTaTaMu Oolee
PaHHUX OMPOCOB, COTIACHO KOTOPBIM y POCCHMCKHUX TpakaaH HCIOIb-
30BaHME OMOMEIWIMHCKUX TEXHOJOTHH AJS «YJIYUIICHHS» 4eloBeKa
BbI3bIBaET 0oJiee HETATHBHYIO PEAKIUIO MO0 CPABHEHHUIO C UCTIONB30Ba-
HUEM JIPYTUX TEXHOJIOTHH, YTO M0 BCeH BUAUMOCTU OOBSCHACTCS TEM,
9T0 OHMOTEXHOJOTMYECKOE BMEIIATEIbCTBO HapyIaeT CakpajbHbIe
TPaHUIBI TEJIECHOCTH M OOLICTIPUHSATHIC MpecTaBieHus o Hopme [30,
c. 198]. IIpu sTom B Poccuu BMecTe ¢ OMaceHUsIMH M HACTOPOKEHHO-
CTBIO CYLIECTBYIOT M SIBHBII HHTEPEC K BO3MOXKHOCTSIM T'€HETHUECKHX
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TEXHOJIOTMH, U IO3UTHBHOE OTHOILEHNUE K MX UCIIOIB30BAHUIO B MEIU-
UUHE 71 JIedeHHs] KOHKPETHBIX 3a0osieBaHui. OAHAKO Ba)KHBIM
MPUHIUIIOM OCTaeTcsl cOONI0EeHNE HEBMeENIaTenbCcTBa B T€ 00JacTH,
KOTOpBIEC CUNTAIOTCS 3aIPETHHIMU M OIIACHBIMHU.

BakHBIM HCCIIeIOBATENECKUM CIOKETOM OCTAaeTCsl BBISICHEHHE
MO3ULUU Bpayel M yUYECHBIX, CHELUANN3UPYIOMIMXCS B TEHOMHON Me-
IOUIUHE. JTO KacaeTcsl TOro, Kak OHM CMOTPSAT Ha MpoOiieMy Heompe-
JeTICHHOCTH TEeHOMHBIX MCCIIEJOBaHUI 1 IPUMEHEHUS HX PE3yJIbTaTOB
Ha MPaKTUKE; TOCYAapCTBEHHYIO MOAICPKKY U TOCYIapCTBEHHOE pe-
TYJIMpOBaHHE B 3TOU cdepe; mpodiemMbl MpodeccuoHaIbHOTO coo0IIe-
CTBa; STHYECKUE OTPAaHUYCHUS U OTBETCTBEHHOCTH Mepe]l MalueHTaMH;
OKUJaHUs, CTpaxu U npenyoexaeHus moxaei [31]. A taxke kacaercs
T€X BOINPOCOB, IO KOTOPHIM B MPO(eCCHOHATBHOM COOOIIECTBE CIIO-
KWICS KOHCEHCYC (MpoOJeMaTHYHOCTh METOJMKH II0/ICUYETa PUCKOB
MyJIbTU(AKTOPHBIX 3a00J€eBaHUH, BBICOKAass CTOMMOCTh TECTHPOBAHUS
U ee OKUAAaeMoe CHIKEHHE, Hexenanue oaei B Poccun mpeBeHTHB-
HO 3a00TUTBCS O CBOEM 3/I0POBBE U T.J.) WIN OCTAIOTCS Pa3HOIIACUs
(kTMHMYECKas MOJIE3HOCTh PE3yIbTaTOB TECTHPOBAHMUS HAa MPEIPACIIO-
JIOKEHHOCTh K MYJbTU(AKTOPHBIM 3a00JI€BaHUSM, TEPCIIEKTHBEI Pa3-
BUTHS OTPAciH B LeJIoM | T.1.) [32].

OtHorpaduyeckue paboThl POCCHHCKUX COLHMAIBHBIX HCCIIEHO-
BaTeNel, TOATOTOBICHHBIE MO pe3yiabTaTaM HAONMIOACHUHA 3a B3aUMO-
NEeWCTBHEM Bpauyeli-T€HETUKOB M IMAlMEHTOB, MPOSICHAIOT HEKOTOpHIE
OCOOCHHOCTH U CIIOKHOCTHM KOMMYHHKAIIUH, KOTOpBIE BO3HUKAIOT Ha
npuemax. Taxk, B pabote A.C. Kypnenkosoii u A.A. IllupokoBa noka-
3aHO, YTO MPU OOBSICHEHWH MEXaHW3Ma HacleJOBaHUS MyTalluy Malu-
CHT aTeJUIUpYeT K IIOXO0XKECTH Ha POJCTBEHHUKA («SI Bes, MO CTpyKTYype
BCS, B ATy, MalKMHY, MOpPOAy. Sl — KOMHs Tambl»), a Bpad CTPEMHTCS
000CHOBaTh TEHETHYECKYIO MOJIENb Tepenaun 3aboneBanus [33, c. 158,
165]. A.A. lllupokoB 0OBsICHSET, YTO Bpady-TeHETHKY H MAIUCHTY
JOBOJILHO CIIOKHO TPHHTH K B3aUMOINOHMMAHHUIO HAa TpUEME, U OHO
JOCTHTaeTCsl CUTyaTUBHO Oyarojapsi TOMY, 4TO Bpad NEPEXOAUT Ha
MOBCEHEBHBIH s3bIK [34, c. 141]. B npyrom uccnenoBanun A.C. Kyp-
JICHKOBa JIEMOHCTPHUPYET, YTO BpauM-TEHETUKH pabOTalOT HE TOJIBKO
HaJ TeM, 4TOObl MaluueHThl n30eXalu IMepenadyd HaclleACTBEHHOTO
3a00JIeBaHMs, HO TaKXe MMEIOT JIeI0 CO CTpaxaMH W BOJHEHHSIMH
MAUEeHTOB U y4aT CEMbH NPaBUIILHO YXa)KMBATh 3a JETBMH C MaTOJO0-
rueii [35, c. 126].

Kpome noteHnmanbHOro nHTEpeca OMOAITHKOB K SMITUPUIECKUM
JaHHBIM, MOJYYEHHBIM B COLMOJIOTMYECKUX HCCIEIOBAHUAK, «COMH-
KEHUE» ABYX IUCIMIUIMH MOXET MPOXOIUTh Ha oOuiel TeopeTHye-
CKOW OCHOBEe. MHOTHE aKTyajlbHbIC BBI30BBI, HA KOTOPBIE PEarupyroT
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OMOSTHKH, COOTHOCATCS ¢ (PyHIaMEHTAJIFHBIMH BOIIPOCAMH COLMOJIO-
ruyeckoit Teopun. Hampumep, OMOSTHKHM paccMaTpHUBAIOT HCKYCCTBEH-
HBIA MHTEIUIEKT, KOTOPBIN BCe OOJBILE HCIIONB3YETCS B MEAUINHE, KaK
HOBBIII aBTOHOMHBIA CYOBEKT, PaCIIMPSIONNA HICI0 MOPaIbHOIrO
coobmectBa [36, c. 99]. Takoii B3rsx Ha CyOBEKTHOCTh HOBBIX TEX-
HOJIOTHI codeTaercs ¢ akTopHO-ceTeBol Teopueii b. Jlarypa ¢ ero o0-
palieHHeM K MaTepHaJbHBIM OCHOBAaM COIMANBHOro mopsaka [37].
MenuurHa cerogHs 3TO He TOJIBKO JIIOJH, HO U CUCTEMBI, YCTPOKUCTBA,
WHQPACTPYKTYpPBl M T.J., C TOMOLIBIO KOTOPBIX OCYIIECTBIISIOTCS
MPAaKTUKWA AUATHOCTUKHU U JICUEHHUS, TOITOMY OMOSTHKU U COLIMOJIOTH
MOTTIM OBl COBMECTHO, HO C YYETOM CIEHU(HKH CBOMX AMCLMILIMH,
pa3pabaThiBaTh KOHIIENITYaJIbHBIC MOJEIH, OOBSICHSIIOMINE KaK TpaHC-
(dhopmManuio, Tak ¥ peajJbHYIO MPAKTUKY OMOATUYECKUX TPUHIUIIOB.

3aka10ueHne

[Tpy MHOTOYHUCIIEHHBIX MOAXO0AX K ONMPEACICHUIO OMOITHKHU €€
o0IIell XapakTEepPUCTHKON MOXKHO CYHMTATh TO, YTO OHA BO3HHUKIIA KaK
cnoco0 oyeHums COIMABHBIC TIOCIESICTBUS YCKOPSIOMIErOCs HAYIHO-
TEXHOJIOTUYECKOI0 Mporpecca, Mo3TOMY aKIEHT Ha YyeHHOCHmsX B HEl
Hen30ekeH. broaTrka crana MoCpeTHUKOM MEXYy Pa3HBIMH HayYHBI-
MU JUCIUILTUHAMH B 00CYXJICHUU BOIPOCOB MPUMEHECHHS HOBBIX TEX-
HOJIOTHM B TOT MOMEHT, KOTJla OIIyIlajach SBHAS HEXBaTKa s3bIKa
Ol CaHus MPOOIEM, C KOTOPBIMU YETTOBEUECTBO €IIe HE CTAIKHBAIOCH.

BuosTrka mpuBHECTa B HAYYHBIC TUCKYCCUU 3TUYCCKUM KOMITO-
HEHT, YTO MHOTMMH YYEHBIMU OBLIO BOCHPHHSTO HACTOPOXKEHHO HITU
kputnaHo. Ho kak ormevan b.I'. FOquH, Ha 3THKY B OMOMEIMIIMHCKIX
WCCIICJIOBAHMSX MOXXHO B3TJISIHYTh HE KaK Ha MPEMATCTBUE, a KaK Ha
BO3MOXHOCTh TMOJTyYeHUs Oojice 00BEMHOr0 3HAHHUS O 4enoBeke [38,
c. 16]. 3ax0TAT M COIMONIOTH MHTETPUPOBATh B CBOM OOBICHUTEID-
HBIE MOJICITU ATO 3HAHUE — BOIIPOC OTKPBITHIN. SICHO TO, YTO COIHOIIO-
raM U OMOITHKaM HET CMBICIA «JICIUTh TeppuTopuio». Kaxkmas muc-
IUIUIMHA 3aHUMASTCSI CBOMM JIEJIOM, pEIllaeT CBOM 3aj[add, TOBOPUT Ha
CBOEM SI3BIKE M HCIOJB3yeT BHIOpaHHBIC HHCTPYMEHTHI aHaN3a MHTE-
pecyronmx npodnem. [Ipu 3ToM y COIMOIOroB U OMO3TUKOB HAMHOT'O
OosbIe 00IIIero, YeM MOXET IMOKa3aThCsl Ha MEePBBINA B3I, B o0mmx
MHTEpecax OMOATHKU MOTYT IMOJB30BATHCS JAHHBIMHU U KOHIICTITYallh-
HBIMH MOJICIISIMH COITMAIBHBIX HAYK B CBOEH paboTe, a UX KOJUIETH MO-
T'YT OBITh COIIMOJIOTAMH B OMOATHKE MU COIIMOIOTaMU OMO3THKH.

Yro KacaeTcd I'€HETUYECKUX TEXHOJOIMM M T'€HOMHOH MeEIH-
IUHBI, TO IPU UX MHOTOACTIEKTHOCTH U MPOOJIEeMe HEOIPeIelICHHOCTH,
KOTOPYIO OHU aKTyaJIH3UPYIOT, ONTHMAIBHBIM PEIICHUEM TPEACTaBIIS-
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eTCsl TIOSIBJICHHE CaMBIX Pa3HbIX COLMANIBHBIX W TYMaHHUTApPHBIX HCCIIe-
JOBaHHI B ATOW 00JACTH — SMIUPHUYCCKHUX (KOMMYESCTBEHHBIX, STHOTPA-
dudeckux), Gpuocopckux, OHOITUIECKUX U IPYTUX. DTO CIIOCOOCTBYET
KaK MPHPAIECHUI0 HAYYHOTO 3HAHUS B LIEIOM, TaK U PELICHUIO COLH-
IBHBIX TPOOJIEM, KOTOpHIE BO3HMKAIOT M3-32 BHEAPEHUS T'eHETHYe-
CKHX TEXHOJIOTUI B MEIUIIMHCKYIO IPAKTHKY M MOBCEAHEBHYIO )KHU3Hb.

Crnucok JiMTepaTypsbl

1. Bebep M. «OOBEKTUBHOCTH» CONUAIBHO-HAYYHOTO M  COLHAIBHO-
MONMUTAYECKOro mo3Hanus // TeopeTrudeckast COLMONOTHS & aHTONOTHsI & B 2 4. / mep. ¢
aHri., gp., HEM., HT. ; cocT. U obm. pen. C.I1. banpkoBckoit. MockBa: KHIDKHBIN 10M
«Yuusepcuret», 2002. 4. 1. C. 147-215.

2. Potter Van R. Bioethics, the science of survival // Perspectives in biology
and medicine. 1970. Vol. 14, N 1. P. 127-153.

3. De Vries R.G., Turner L., Orfali K., Bosk C.L. Social science and bio-
ethics: morality from the ground up // Clinical ethics. 2007. Vol. 2, N 1. P. 33-35.

4. Rothman B.K. Introductory preface // Bioethical issues, sociological per-
spectives / ed. by B.K. Rothman, E.M. Armstrong, R. Tiger. Amsterdam: Elsevier,
2008. P. XI-XIV.

5. Straus R. The nature and status of medical sociology // American socio-
logical review. 1957. Vol. 22, N 2. P. 200-204.

6. De Vries R. Regarding bioethics: a sociology of morality // Perspectives in
biology and medicine. 2017. Vol. 60, N 1. P. 74-92.

7. Humphreys S.J. The sociology of bioethics: the “is” and the “ought” // Re-
search ethics review. 2008. Vol 4, N 2. P. 47-51.

8. Kypaenrosa A.C. buostuka u anrpononorust // Draorpadudeckoe 060-
3penue. 2013. Ne 1. C. 89-103.

9.  Huxymuna M.A. BUOITHKA ¥ COLUOJOTHS: MHCTUTYIIMOHATBHBIN HAIIOT.
PocroB-Ha-Jlony: FOxHbIit henepanbhblii yausepcutet, 2015. 470 c.

10. Turner L. Anthropological and sociological critiques of bioethics // Bio-
ethical inquiry. 2009. Vol. 6, N 1. P. 83-98.

11. Evans J. A sociological account of the growth of principlism // The Hastings
Centre report. 2000. Vol. 30, N 5. P. 31-38.

12. Beauchamp T.L., Childress J.F. Principles of biomedical ethics. Oxford:
Oxford university press, 1979. 314 p.

13. Petersen A. From bioethics to a sociology of bio-knowledge // Social sci-
ence & medicine. 2013. Vol. 98. P. 264-270.

14. Kerr A. Genetics and society: a sociology of disease. New York:
Routledge, 2004. 197 p.

15. Emmerich N. A sociological analysis of ethical expertise: the case of bio-
ethics // Cogent social sciences. 2016. Vol. 2, N 1. P. 1-18.

16. Herrmann S.L., Kénninger S. “But you cannot influence the direction of
your thinking”: guiding self-government in bioethics policy discourse // Bioethical
issues, sociological perspectives / ed. by B.K. Rothman, E.M. Armstrong, R. Tiger.
Amsterdam: Elsevier, 2008. P. 205-224.

66



17. Evans J.H. The history and future of bioethics: a sociological view. New
York: Oxford University Press, 2012. 199 p.

18. Guillemin M., Gillam L. Ethical mindfulness: narrative analysis and everyday
ethics in health care // Bioethical issues, sociological perspectives / ed. by B.K. Rothman,
E.M. Armstrong, R. Tiger. Amsterdam: Elsevier, 2008. P. 157-178.

19. Kleinman A. Moral experience and ethical reflection: can ethnography
reconcile them? A quandary for “The new bioethics” // Daedalus. 1999. Vol. 128, N 4.
P. 69-97.

20. Bosk Ch.L. Bioethics, raw and cooked: extraordinary conflict and every-
day practice // Journal of health and social behavior. 2010. Vol. 51. P. 133-146.

21. De Vries R. How can we help? From “sociology in” to “sociology of” bio-
ethics // Journal of law, medicine and ethics. 2004. Vol. 32, N 2. P. 279-292.

22. Riesch H., Emmerich N., Wainwright S. Introduction: crossing the divides //
Philosophies and sociologies of bioethics: crossing the divides / ed. by H. Riesch, N. Em-
merich, S. Wainwright. Cham: Springer, 2018. P. 1-22.

23. Hedgecoe A. Bioethics and the reinforcement of socio-technical expecta-
tions // Social studies of science. 2010. Vol. 40, N 2. P. 163-186.

24. Morrison D.R. Making the autonomous client: how genetic counselors
construct autonomous subjects // Bioethical issues, sociological perspectives / ed. by
B.K. Rothman, E.M. Armstrong, R. Tiger. Amsterdam: Elsevier, 2008. P. 179-198.

25. Ettorre E. Genomics, gender and genetic capital: the need for an embodied
ethics of reproduction // Bioethical issues, sociological perspectives / ed. by B.K. Rothman,
E.M. Armstrong, R. Tiger. Amsterdam: Elsevier, 2008. P. 245-262.

26. Ettorre E. A critical look at the new genetics: conceptualizing the links be-
tween reproduction, gender and bodies // Critical public health. 2002. Vol. 12, N 3.
P. 237-250.

27. Lok H.II. OTBETCTBEHHOCTb HAYKU M OOIIECTBO: MOXKET JI OMOITHKA I10-
BIIUSTH Ha MEAUIMHCKYIO MPakTUKy? // MOHUTOPHHT OOIIECTBEHHOrO MHEHHS: KO-
HOMHYECKHE U colranbhbie nepemensl. 2020. Ne 2. C. 347-364.

28. Boeowmsexosa E.C. TTapaoKchl TCHETH3AIMH COBPEMEHHOTO POCCUHCKOTO
obmectBa // BrodTHka M conManbHas OLCHKA TEXHONOTHif: ¢0. Hayd. Tp. / OTB. per.
E.T". I'pebenmumkoBa. Mocksa: UTHMOH PAH, 2020. C. 16-33.

29. M3meHeHWe TeHOMa YeJOBEKa: 33 W MPOTHB. aHATUTHYECKHi 0030p //
BLIMOM. 2021. 02 cenrsi6pst. URL: https://wciom.ru/analytical-reviews/analiticheskii-
obzor/izmenenie-genoma-cheloveka-za-i-protiv (nara o6pamenws: 01.09.2023).

30. Boinunos FO., Ionsikoéa B. Moe Teno — MOsl KPerocTh: OOIIECTBSHHOES
MHeHHE 0 OnoMemnumHcknux TexHonorusx // Commonorus uactu. 2016. T. 28, Ne 1.
C. 185-207.

31. Honeos A.FO. «Ha 3TOM IyTH BO3MOXHBI Pa3HbIC HEMPHUATHOCTH». YTO
CIICIHATIMCTBI TOBOPSIT O MEIUIMHCKOM reHeTnke B Poccuu (1o pe3ynpTaTam sKCIepT-
HeIx uHTepBbio) // [IPAZEHMA. Tlpobnems! Busyanbhoi cemuotuki. 2021. Ne 3(29).
C. 97-115.

32. Jlexyuep B.JI., Illexynosa FO.O. I'eHeTn3ayis ¢ TOYKH 3PCHUSI TCHETHKOB!
HaIpaBJIeHNs], IPOOIEMBI W NEPCHEKTUBHI IEPCOHATM3NPOBAHHOIO U IPEIUKTUBHOTO
MOJIEKYISIPHO-TEHETHYECKOTO TECTUpOBaHust B Pocciu // DKOHOMUYECKask COIMOIO-
rust. 2022. T. 23, Ne 3. C. 129-159.

33. Kypaenxosa A.C., Llupokoe A.A. «B manuHy MOpozy...», WIH <AyTocoM-
HO-TOMHHAHTHOE HaclleZoBaHue»: mepeocMbicissi ommosutmio illness / disease // Ot-
norpaduueckoe odo3penne. 2019. Ne 6. C. 158-171.

67


https://wciom.ru/analytical-reviews/analiticheskii-obzor/izmenenie-genoma-cheloveka-za-i-protiv
https://wciom.ru/analytical-reviews/analiticheskii-obzor/izmenenie-genoma-cheloveka-za-i-protiv

34. Ilupoxos A.A. «Ilo-pyccku roBOpUTe». cooduieHne uHpopManuu 1 00-
paTHasi CBS3b BO B3aWMOJIEHCTBUH Bpada-reHeTnka u mampenTa // Laboratorium: sxyp-
Haj conManbubix uecnenosanuii. 2019. T. 11, Ne 2. — C. 125-148.

35. Kypnernkosa A.C. <ECTECTBCHHO, IETH». OUOMOIUTHKA WK OHOOTBETCTBEH-
HOE POIUTENBCTBO (Ha npreMe y Bpada-renerrka) // Yemosek. 2019. T. 30, Ne 6. C. 112-129.

36. Ipebenwurosa E.I'., Tuwenko I1./]. OrmdpoBanHoe Oynyliee MEAULNHBL
BBI30BBI Jist On0dTHKH // Dunocodekue naykn. 2020. T. 63, Ne 2. C. 83-103.

37. Jlamyp B. Tlepecbopka COLMAIBHOrO: BBEJCHHE B aKTOPHO-CETEBYIO TEO-
puto / miep. ¢ aurn. W. [onomckoit; mox pex. C. [aBpuenko. Mocksa: Uza. mom Beoic-
mei mkoisl skoHomuku, 2020. 384 c.

38. FOoun B.I'. BuoMeInIMHCKHE WCCIEeNOBaHUs Kak 00BekT (rmocodckoro
ocmbiciennst // Brostrka u rymanuTapHas skcreptisa / otB. pen. @.I'. MaitneHosa.
Mocksa: Ud PAH, 2008. Bem. 2. C. 3-17.



M.B. 3axaposa

ITPABWJIA U3 UCKJIIOUYEHUI
KAK TEOPETUKO-METO/JOJIOI'NYECKASA
KOHCTPYKIIMSA B COBPEMEHHBIX
IIPABOBBIX CUCTEMAX MUPA
(HA MPUMEPE TEHOMHOM METALIAHBI)

Annomayus. DBONIOIMS MUPOBOIO IOPHANYECKOrO IMPOCTPAHCTBA COMPOBOXA-
eTcsi He TOJNBKO M3MEHEHHSMH COAEPKaTeNbHBIX OJIOKOB B HOPMAaTHBHOM KOpITyce
Pa3IMYHBIX HAIMOHAJBHBIX IPABONOPSAKOB, HO U MOSBICHHEM HOBBIX MHCTPYMEHTA-
pHEB IOPUIITIECKON TEXHUKHU TIPU UX IOCTPOCHHH.

B npencraBieHHON IMaBe Ha NMpUMEPE SMIMPUYECKOM T'€HOMHOH MEIUIUHBI
JTaeTCs OIEHKAa TaKOMY HOBOMY MHCTPYMEHTAapHIO B CUCTEMHOM IIOJIE€ FOPHIMIECKOH
TeXHHUKH, KaK mpaBuia w3 uckimouenuit ([IMH). Spxumu mnpumepamu [THH cramm
1) rocrimranbabie uckmodenus (anrm. Hospital exception) — EC; 2) mpowu3BoactBo 1o
Mecty okasanusi momomu (auri. Point-of-care manufacture (POC)) — BenukoGpura-
Hus. Ilo pe3yapraTaM HCCIEIOBAaHUS aBTOp JAEJAET BBIBOJ O TOM, UTO POCCHICKas
IOpUANYECKasl IMPAaKTHKAa MOXET HCIIONB30BaTh IIPEJICTABIICHHBIH HHCTPYMEHTapHUi
IOPUANYECKOA TEeXHWKH, B YAaCTHOCTH, IIPU BBICTPAaUBAHMM HOPMATHBHOHM 0a3bl B OT-
HomeHu Car-T Tepanuu.

Kniouesvie cnosa: mpaBo, 1opuadecKasi KOHCTPYKIUS, HCKIIOYEHUE, TeHOMHAs
MEIUINHA.

[MpaBuna Bcerna cOCTaBIIsUIA OCHOBY ACHCTBYIONIMX U YILEIIINX
B HeObiTHe mpaBonopsikoB. Kak momuepkusan I'.JI. Xaprt, «mpaBuia
MBICIISITCSL M ONMKCBHIBAIOTCS KaK TPEIIMCAHUs, Hajararmoume o0s3a-
TENBCTBA B TOM CIIydae, €Clii CYLIECTBYeT HacTosIee odee TpeboBa-
HHE MM COOTBETCTBOBATH, IMOJKPEIUICHHOE IaBICHUEM CO CTOPOHBI
copyMa TPOTHB TeX, KTO HEe COONIOAAeT MX WM IBITAaeTCS ATO CJie-
nate». [1, c. 90].
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B mopaBmsiromeM OOJBIIMHCTBE CIy4aeB WCKIIOUEHHUS HMEIOT
MUHHMAJIbHYIO TPOLIEHTHYIO JOJI0 B HOPMaTUBHBIX KoMIuiekcax. On-
HAKO MHTEHCH(UKALUS SBOJIOLUOHHBIX MPOIIECCOB B 00IeCTBE (Tpe-
KJIE BCErO CBS3aHHBIX C TEXHOJIOTHYECKUMH BBI30BaMU BHEIIHEH CpEIIbl)
MPUBOIUT K TOMY, YTO B IIPABOBBIX CUCTEMaxX MHpaXx MOSBIISIFOTCS Tpa-
BOBBIE HHCTUTYTBI, KOTOpBIE NPEACTABIAIOT COOOW COBOKYITHOCTD
IOPUIMYECKUX HOPM, POXKICHHBIX M3 UCKIIOYEHUH B MPABOBOM pEry-
JMPOBAHUY, TaK Ha3biBaeMble [TMH (TepmuH Haul. — M.3.).

B Poccuiickoii @enepaunu sipkum npumepom /MM ctano BBe-
JICHUE B COOTBETCTBHU C BHECEHHEM M3MeHeHHH B ctathu 6 u 10 De-
nepanbHOro 3akoHa «O mepcoHaIBHBIX JaHHBIX» 0T 24 anpens 2020 1. B
cyowsekte Poccuiickoit @enepanuu — ropoae ¢enepanrbHOro 3HAYCHUS
Mocksa ¢ 1 utonst 2020 r. sxcnepumeRmanbHO20 NPABOBO2O pedcumMd,
TO €CTh NMPHUMEHEHHE B TEUCHHE MPEIYCMOTPEHHOTO 3aKOHOM CpOKa
MPOBENEHNUS SKCIEPUMEHTa CIEHUANBHOTO PEryJIMPOBaHUS B LEIAX
CO3JaHNUS HEOOXOJMMBIX YCIOBHH IS pa3paOOTKH U BHEAPEHUS TeX-
HOJIOTUH MCKYCCTBEHHOTO MHTEIIEKTa B cyObekTe Poccuiickoit ®ene-
pauuu — ropoae (eaepanbHOro 3HaueHHs MOCKBa, a TakXke Iocie-
IYIOIIEro BO3MOXHOI'0 HCIOJB30BaHHUS PE3YJIbTaTOB NPUMEHEHUS
HUCKYCCTBEHHOT'O WHTEIUICKTA.

ITHHA nogobHOro TUMa CIPaBEAJUBO OTHOCAT K TaK HasbIBae-
MBIM «PETYIATOPHBIM MecouyHuLam». [lepBasi perynsTopHas mecouHHuIa
Obuta coznana B BenukoOputanuu B 2016 r. [lozxe oHn Obumn BHEIpe-
uel B CIITA, Asctpanuu, Cunranype, OAD, Kurae (['onkonr), Manaii-
sum, Taunanne, Uunonesun, baxpeitne, [seiinapun u Kanaze [2].

BBenenue sKcrepuMEHTAIBHOTO TPAaBOBOTO peXHMa B cdepe
UUQPOBBIX HHHOBALMK TpEAroiiaraeT HENPUMEHEHHWE HEKOTOPBIX
HOPMATHBHBIX [TPABOBBIX aKTOB MJIM MX OTACABHBIX HOPM OOILEro Xapak-
Tepa Ha MOMEHT YCTaHOBJICHHS DKCIIEPMMEHTAIBHOr0 pexkima [3, ¢. 539].

B coorBerctBun ¢ ®enepansabiM 3akoHoM or 31.07.2020 .
Ne 258 «O06 sKcnepIMEHTABHBIX MPABOBBIX PEKUMax» BOCEMb KITIO-
YeBBIX OOIIECTBEHHBIX c(ep CTand IUIALAapMOM Ul BHEAPEHHS «pe-
TYJIATOPHBIX TECOYHUI» B chepe HUPPOBBIX MHHOBALWI: MEIUIMHA,
TPaHCIOPT, CEMBCKOE X03HUCTBO, PUHAHCOBBIN PBIHOK, MPOJAXKa TOBA-
POB, paboT U ycIyr AUCTAaHLIUOHHBIM CIIOCOOOM, CTPOUTENLCTBO, Mpe-
JOCTaBJICHUE TOCYIaPCTBEHHBIX U MyHUIMIATIBHBIX YCIYT U MPOMBIII-
JICHHOE TIPOU3BOACTBO.

B 3apyOexxHbIX MpaBoBBIX cucTeMax [IM M noaydunu pa3BuTHE,
B YAaCTHOCTH, B CEIMEHTE BHEIPEHHsI MHHOBALIMOHHBIX TEXHOJIOTHI B
MEANIUHCKYIO IPaKTHKY.

[IpencTaBngOT WHTEpeC B JaHHOW CBA3M J1Ba MPAaBOBBIX HH-
cruryta: Hospital exception (rocniuranbHOe HCKIIIOYCHHE) U TIPOU3-

70



BOJICTBO 0 MECTy oka3anus momoum (anri. Point-of-care manu-
facture (POC)).

B obmeeBponelickyto mpaktuky umHctuTyT HOSpital exception
ObLI BBEZIEH B CBSI3M C MPUHATHEM 3HaKOBOro 11t EBponeiickoro coro-
3a Permamenra Ne°1394/2007 «O0 MHHOBAIlMOHHBIX JIEKAPCTBEHHBIX
npenapatax» (Advanced therapy medicinal products (ATMP) — aur.;
Médicaments de thérapie innovante (MTI)— ¢p.), KOTOpbIii, B CBOIO
odepenp, CIeAyeT pacCMaTpHUBaTh M TOJNKOBAaTh B HEMOCPEACTBEHHON
cesi3u ¢ [upexmusoti 2001/83/CE, otienbHbIe MOJI0KEHHS KOTOPOW OH
BUJIOM3MEHUIL.

Cornacno Pernmamenty Ne°1394/2007 rocnuTaibHbIE UCKITFOUE-
HUSI IPUMEHSIOTCS TOJIBKO K MHHOBALMOHHBIM JIGKAPCTBEHHBIM TIperia-
param. DakTHYECKM WHHOBALMOHHBIC JICKAPCTBEHHBIC MpENaparsl,
«U3TOTOBJISIEMBIE HA Pa30BOW OCHOBE B COOTBETCTBUH C yCTaHOBJICH-
HBIMH CTaHJapTaMH KayeCTBa U UCIIOIb3YeMbIC B OTHOM M TOM K€ rO-
CyIapcTBe-uiieHe, B OONbHMIE, TOJ HCKIIOUUTEIbHYIO OTBETCTBEH-
HOCTh Bpaya, B LENSAX PEaln3allid CXEMbl MEAUIIMHCKOTO JICUCHUS,
YCTaHOBIICHHOHM JUIS MPOJIYKTA, CIENUANBHO TpEeIHa3HAYEHHOTO IS
KOHKPETHOT'O MaIeHTa», He MOANaNaloT 1Mo ACHCTBHE EBPOIEHCKOTo
(apMaIeBTUUECKOr0 3aKOHOAATEIbCTBA: OHM BBIBEICHBI U3 c(ephl
nevicteust JTupextuser 2001/83/ EC35®.

B 1aHHOM KOHTEKCTE KaKAbli KOMIIETCHTHBIH TOCYAapCTBEH-
HBIIl OpraH MOXKET JaBaTh pa3pelicHHe Ha CBOM WHHOBAIMOHHBIC JIe-
KapCTBEHHBIC MpenapaTbl, Ha KOTOPbIE PACIPOCTPAHSIOTCS UCKITIOUe-
HUSl B COOTBETCTBHM C BHYTPEHHHMMH HOPMaMH COOTBETCTBYIOILETO
rocyJIapcTBa, TMPH YCIOBUH, YTO OHU OTBEYAIOT TPEOOBAHMSIM KauecTBa,
OTCJIGKMBAEMOCTH [BO3MO)KHOCTH YCTaHOBUTH MPOMCXOXKICHUE IPO-
aykTa] U apMaKoIOrHYecKoro Haa30pa, SIKBHUBAICHTHBIM TPEOOBaHH-
SIM, TIPEyCMOTPEHHBIM Ui MHHOBAIlMOHHBIX JICKAPCTBCHHBIX Ipera-
paToB, MOISKAIIMX MPOXOKACHHIO LIEHTPAIM30BAHHON MPOLEITYPHI
JUIS. MHHOBAIIMOHHBIX JIGKAPCTBEHHBIX IPENapaToB, Ha E€BPOINEHCKOM
ypoBHe [4, p. 41].

Permament Ne°1394/2007 B otHomennun ATMP 3akpernun ordac-
TH YK€ UMEIOLIYIOCS MEIHMIIMHCKYIO TIPAaKTHKY OTAeIbHbIX cTpaH EC B
3TOM BONpOCE, TO €CTh NpPaBO B JAHHOM BOINPOCE MOCIIENOBANO 3a
UMEIOIMMICS MEIULIMHCKIMHU TEXHOJOTHSIMH, a He HaoOopoT. Jlamm-
JapHOCTh M OTYACTH CKYIHOCTH (YOPMYIHPOBOK maparpada 2 ctateu 28
Pernamenra, ycraHaBnmBaroniero npaBoBoii pexxum Hospital exception,

! IMaparpad 2 cr. 28 Permamenra, mopubuimpyrommit cr. 3 Jupextussr 2001/
83/CE.
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NpeIOCTaBIWIa HAMOHAIBHBIM FOPHCIUKIUAM IHPOKAE BO3ZMOKHOCTH
ISl HAIIMOHAITBHO-TOCY IapPCTBEHHBIX PELICHHI.

BapuaruBHoCTh B OTHOIICHNH pexkrma Hospital exception B Ha-
IIMOHAJIBFHOM TipaBe rocynapctB EC mposBisier ceds B TaKUX KIIOYe-
BBIX BOIPOCaX, Kak: CyObeKThI, 00BbEKTHI U peryisitop Hospital exception;
HOpMaTUBHBIC U (hakTHYeckue ocHoBaHMs Hospital exception; a Taxxe B
MHTEpIpeTalluy KiIo4eBoro moustus s Hospital exception — «we-
CTaH/IaPTHOE TIPOU3BOACTBO.

Kak crnencrBue, W3 Takoil BapUAaTUBHOCTH HAIMOHAJIbHBIC
IOPUCIUKIIMYA UMEIOT TOJTHOE MpaBo coOpaTh cBoil «mas3m» Hospital
exception, CyIIeCTBEHHO pasiMyaroumiicss ot omHou crpansl EC k
apyroii. B Oymymiem, Kak mpeacTaBisieTcsl, eBpONEHCKOMY 3aKOHO/A-
TEJI0, BO3MOXKHO, TIPHJETCS elle pa3 BepHyTcs K oreHke Hospital
exception Ha o0IIeeBpONEHCKOM YPOBHE C TEM, YTOOBI Yepe3 Haubolee
YCIENIHbIC HallMOHAJIBHBIC PAKTHKH BHIPA0OTaTh B 00JICe MHTETPaIlH-
OHHOM KJIFOYe 3JIeMeHThl MexaHu3ma Hospital exception mms Bcex
ctpan EC.

B ornmume ot uncturyra Hospital exception, koropslii Ha mpo-
TSDKEHUU yxe 15 Jer sBisiercs akTyaabHOH NMpakTUKoM s crpaH EB-
pormeiickoro coro3a, Point-of-care manufacture BeicTymaer nuIIBb
AHOHCUPOBAHHOI B BennkoOpuTaHuy, HO Ha JaHHOH MOMEHT BpEMEHH
HE pealM30BaHHOW Ha 3aKOHOAATEIBHOM YPOBHE HHUIMATHBOM.

Ecnu ke naHHas MHUIMATHBA TONYYHT 3aKOHOJATEIBHOE IMOJI-
TBEpPXKACHHE, TO, KAaK YKa3blBalOT O(HUIMAIBHBIC TOCYIapPCTBEHHBIC
MCTOYHUKHU B BenmmkoOpuTaHuu, OHa CTaHET MEpPBOil CTPaHOM, KOTOpast
BBEJICT JIaHHBII HHCTHTYT B HALIMOHAJILHOE 3aKOHOIATEIBHOE TIOJIE.

Jlo cHX TOp PeryasTopbl pacCMaTPHBAIIN POM3BOJICTBO CPENICTB
Tepanuy B OONBHULAX KaK MCKJIIOUMTEIBHBIN CITy4ail U, COOTBETCTBCH-
HO, KOHTPOJHMPOBAIH €ro ¢ MOMOIIBI0 HOPMAaTHBHBIX HCKIIIOUCHUH.
B xauectBe mpumepa MoxHO mnpuBect: (1) nmeiictByromee B EC
Hospital Exemption, a taxxke (2) mefictByronryto B BenmukoOpuranuu
CXeMy MPOM3BOJICTBA «CIEHHATIBHBIX cpeacTB» — Specials (B memom
ananornunyto cxeme Hospital Exemption B EC, HO mpemocrasisio-
HIYIO JICYAIMM CIEIHAIUCTAaM HEKOTOPBIE JOMOJHUTEIBHBIC BO3MOXK-
HOCTH). B HacTosee Bpemst JEHCTBUE ITUX CXEM CTaHOBUTCS HEJOCTA-
TOYHBIM II0 OXBAaTy, TOCKOJBKY OXHIAETCS, YTO IPOU3BOACTBO IO
MECTy OKa3aHUsI MEIUIIMHCKOI oMoy OyJIeT IpaKTHKOBaThCs Ooliee
IIMPOKO M 4aCTO.

B otimume ot cxembl Specials, koropas mpuMeHsieTcs: K MENKo-
MaciTaOHOMY TIPOM3BOACTBY, HOBasi HopMartuBHas 6aza MHRA
npenmnonaraer ooiee KpymHble MacTadbl MPOU3BOICTBA, O0IEe BBICO-
KU YpOBEHb aBTOMATH3AIMK U YYacTHE Topa3ao OOMNBIIEro KOJIu4ecTBa
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OOJIBHUII, JICUallIUX CHEIUATUCTOB W ManueHToB. [lpu 3ToM ¢ MHCTH-
TYIIMOHAIBHON TOYKH 3PEHUS €CTh HEUTO, YTO OOBEIUHSET TEKYIIYIO
JeSITebHOCTh TI0 mpou3BoAcTBY ATMP B COOTBETCTBHU CO CXEeMOit
Specials u HOBbIC aHOHCHPOBaHHBIC B BeNUKOOpUTAHUHM MOJETH MPO-
M3BOJICTBA: TeKyllee MelnkoMacmradHoe mnpousBojacteo ATMP B
OOJILHUIIAX MMO3BOJIMIIO HAKOMUTH AKCIIEPTHBIA MOTCHIIMAN B TCXHHUYC-
CKOM, HOPMATHBHO-TIPABOBON M WHCTUTYIHOHAJIBLHOHN cdepax, KOTO-
PBIH OKaXKeTCs TOJIE3HBIM, KOTJa MPOU3BOJCTBO IO MECTY OKa3aHUS
MEJIMIIMHCKOI TTOMOIIY CTAaHET OCYIIECTBIATHCS Ha OoJiee peryasapHOi
(pyrunHOIT) ocHOBE [5].

[lepBoHAYATLHO TIOHATHE «TOTOBHOCTH IPOU3BOJICTBA» IMOSBU-
sock B 1974 1., xorma HACA BBIIBUHYIIO HJICI0 YPOBHEH TOTOBHOCTH
TexHoyorui. OgHAaKO TOTOBHOCTh TEXHOJIOTHI HEe 00A3aTelbHO O3HAa-
YaeT, YTO COOTBETCTBYIOIIHE MPOYKThI TOTOBBI K TIPOU3BOJICTBY TPHU-
eMJIeMbIM U 3((EKTUBHBIM CIIOCOO0M. UTOOBI BOCTIONTHUTH 3TOT IIPO-
0en, MunuctepctBo 00oponsl CIIIA BHEIpHIIO KOHIIETIUIO YPOBHEH
TOTOBHOCTH Tpou3BojcTBa. Ha Hambomee 3penoil cTaauu wiud Ha ca-
MOM BBICOKOM YPOBHE TOTOBHOCTH «BCE MaTephajbl, HHCTPYMEHTHI,
KOHTPOJIbHO-UCTIBITATENIFHOE 000pY/J0BaHUE, CPEICTBA U TPYIOBBIC
PECYPChl HIMEIOTCS B HAJIMYMK U OTBEUYAIOT TPEOOBAHUSM ITOJTHOMAC-
MITAOHOTO MPOW3BOJCTBA». M3HAYaNbHO HJies TOTOBHOCTH MPOU3BOI-
CTBa OTHOCWJIACh K c()epe BBICOKHMX TEXHOJIOTHH CTPAaTErHYecKod M
BOCHHOI HaNpaBICHHOCTH, HO 3aTeM Ipuodpena 0osee HeHTpaabHBINA
CMBICIT ¥ Havayia MPUMEHSITHCS K IIUPOKOMY KPYTY TEXHOJOTUH. B mo-
CJICIYIOIIEM JTaHHAs MOJIENb ObLIa pacipocTpaHeHa u Ha cdepy Ouo-
MeauIuHbl. B oTnmuune ot cxemsl Specials, koropas mpumeHsieTcs K
MeITKOMacIITabHOMY TPOM3BOACTBY, HOBast HOpMaTuBHas 6aza MHRA
mpeanonaraeT 0ojiee KpymnHble MaciTaObl MPOU3BONICTBA, OOJIEE BHICO-
KW YPOBEHb aBTOMATH3AIIUH U y4acTHE ropa3ao OOJbIIEro KOJIMYecTBa
OOJIBHUII, JIeUallUX CHEIUATUCTOB W MalueHToB. [lpu 3ToM ¢ MHCTH-
TYIIMOHAIBHON TOYKH 3PEHUS €CTh HEUTO, YTO OOBEIUHSET TEKYIIYIO
JeSITebHOCTh TI0 mpou3BoAcTBY ATMP B COOTBETCTBHU CO CXEeMOit
Specials u HOBbIC aHOHCHPOBaHHBIC B BeMUKOOpUTAHUHM MOJETH MPO-
M3BOJICTBA: TeKyllee MenkoMacmradHoe mnpousBoacteo ATMP B
OOJILHUIIAX MMO3BOJIMIIO HAKOMUTH AKCIIEPTHBIA MOTCHIIMAN B TCXHHYC-
CKOM, HOPMATHBHO-TIPABOBON M WHCTUTYIHOHAJIBLHOHN cdepax, KOTO-
PBIH OKaXKeTCs TOJE3HBIM, KOTJa MPOU3BOJCTBO IO MECTY OKa3aHUS
MEJMIIMHCKOI TTOMOIIY CTAaHET OCYIIECTBIATHCS Ha OoJiee peryasapHOi
(pyrunHOIT) ocHOBE [5].

Pa3paboTurky KOHIIEMIIUK YTBEPXKIAKOT, yTO BemukoOpuTaHus
MMEeT XOpOIIUE BO3MOXHOCTU MJI PACIIUPEHUS MPOU3BOJACTBA I10
MECTY OKa3aHHsI MEIUIIMHCKON TTOMOIIH (TOCKONTBKY OOMBHHUIIBI CTPAHbBI
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Ha TPOTSDKEHHWU JIMTENBHOTO BPEMEHH TPaJHLIMOHHO YYacTBYIOT B
MEKIYHAPOAHBIX KIMHUYECKUX HMCIBITAHHSX, BKIIOYasl MPOM3BOACTBO
MPOAYKIUH AJISl HUX, CEPTUPHUIUPOBAHBI OPTaHAMHU PEryJIHPOBaHUS —
takumu kak HTA (YmpasieHue mo BorpocaM 000pOoTa 4eloBEIeCKHX
opranoB U TkaHed) ¥ MHRA, HMEIOT ONBIT NPUMEHEHHS MEXIyHa-
POAHBIX CTAaHIAPTOB JUIA JTa0OPATOPHBIX TECTOB M MCHBITAHHWH; pac-
MoJIaraloT JOCTYIIOM K CIIEHUATbHBIM PEKOMEHAALUMsAM — TaKUM Kak
JOKYMEHTBI, TIOJTrOTOBJICHHBIE CETHIO JIEUEOHBIX LIEHTPOB MEPEIOBOM
tepanuu (Advanced Therapy Treatment Centres); a Takxke AaBHO Ha-
JaIWIM YCTOSIBIIMECS OTHOLICHHS C IMOCTaBIIMKaMU TOBAPOB M YCIYT,
BKIIIOYas KypbepoB, CHELUAIM3HPYIOMIUXCS Ha TPAaHCIOPTUPOBKE
Ouonoruueckux Marepuainon) [5].

[Ipumepsl MPaBOTBOPYECKUX MHUIMATUB, KOTOPHIE OBLIM OIH-
CaHbl HAMH BBIIIE, TOKA3bIBAIOT, YTO TEXHOJIOTHYECKIE BHI30BBI BHEII-
Hel cpenpl B 00JacTH OMOTEXHONOTHH M LU(POBBIX TEXHOJIOTHH Me-
HSIIOT HE TONBKO COJIEpKAaTENbHBIC aCIeKThl MPAaBOBBIX CHCTEM, HO U
KOHCTPYKTHBHBIE OCHOBBI IOPHIMYECKON TEXHHKH MPHU UX TE€HEPUPO-
BaHUM.

Takxe cnenyer 3aMeTUTh, 4TO KOHCTpyKuMs //MH ucnonb3yer-
csl YK€ U MOXKET MPUMEHATHCS B NAIbHEHIIEM MPHU COIEpKATEIbHOM
HACBIILIEHUH TaKOM HOBOW MEpPEMEHHOW Ha IOPUANYECKON KapTe MUpa
kak Lex genetica (tepmun Hamr. — M.3).

B camom oOmem Buzme Lex genetica MOXXHO ONpENENUTh Kak
CHCTEMY HOPMAaTHBHOTO PEryJIUpOBaHHUS BOIPOCOB TE€HETHYECKOTO
TECTUPOBaHMs], TEHETHYECKOTO PEOaKTHPOBAHUs, TEpanuy, WH)KEHe-
puH, a TaKKe COLMAIBHBIX MOCIENCTBUI yKa3aHHBIX necTBuid. [lpen-
CTaBJICHHBIE COLMAJIbHBIC MOCIEACTBHS MOT'YT BXOIUTH B 30HY YaCTHOTO
npaBa v myoanyHoro npasa. C OgHOW CTOPOHBI, P CTpaH, B YacTHO-
ctu CIIA, pa3paboranu cucTeMy aHTUAUCKPUMHHAIMOHHBIX MEp MO
BOMPOCAM HCIOJIb30BaHUSI TEHETHUECKOW HH(POpPManuu B 00JACTH
MEIMIUHCKOro cTpaxoBaHus. Ho mpeacTaBiieHHas MpakTHKa Ha CO-
BPEMEHHOW IOpHIMUYECKOH KapTe MUpa HE SBIISIETCS JOCTATOYHO pacipo-
crpaHeHHOW. C Apyroi CTOpOHBI, MHOTHE CTPaHbl MHpa, T1e TeHeTHYe-
CKHE€ WCCIIEIOBAHMS OTHOCATCS K YMCIY IMPUOPHTETHBIX HampapiIeHUI
Pa3BUTHS HAYKH, TIPESANPUHAMAIOT YCHIIHSA, YTOOBI BEICTPOMTH MHOT0AC-
MEKTHYIO CHCTEMY HOPMAaTHBHOTO PEryJIMpOBaHus Onode3omnacHocTH [6].

HopmatuBHyto ocHOBY Lex genetica cocTaBiIsitoT MsTh OCHOBHBIX
YpOBHEH pernameHTauuu. Bo-miepBbIX, 3TO OMOITHYECKHI KOMITOHEHT.
Bropoit ypoBenb pernamenTtanuu Lex genetica cBsi3aH ¢ JOMHHAHTHBIM
ISl TAaHHOW TIPaBOBOW CUCTEMBI M (MJIH) ITPABOBOTO COOOIIECTBA CIIOCO-
O6om mpaBooOpa3oBaHus. [lJi1 KOHTHHEHTaJIbHO-€BPOIEHCKOT0 CO00-
[IECTBA TAKMM CIIOCOOOM BBICTYMAeT 3aKOHOAATEIbHBIH, IUIS aHTJIO-
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CaKCOHCKOTO — MPELeIeHTHBI BapHaHT CO3UAATEIbHON AESTEIbHOCTH
B chepe npasa. Tperuii ypoBens Lex genetica — cyneOnbiii. YerBepThlid
YpOBEHb HOpPMAaTHBHOW periameHTanuu Lex genetica mpexacraBieH
MEKIYHAPOJHBIMHU U PETMOHAIBHBIMU WHTETPAlMOHHBIMU CTaHIapTa-
MU 1paBa. [1aTeIil ypOoBEeHb HOPMATHBHOM periiaMeHTanuu Lex genetica
MPEACTaBIECH Pa3sHOOOpa3HBIMU COCTABISIOMIMMHU KOHCTPYKIMU KIOPHU-
JMYECKOTO ICTIEPAHTO». ABTOPaMU KOHCTPYKIHMU CTaIU (paHIy3CKUE
uccnenosarenu JKroonu Amnap n AntyaH ['apamnon. Ilo ux MHeHwuio,
KIOPUIUYECKOE DCIEPAHTO» €CTh TaK Ha3bIBAEMbIii MUPOBOW MHTEpHA-
LIUOHANBHBIA TOPU3OHTANBHBIA (OPYM CyZEH, CBSI3aHHBIM ¢ 0OMEHOM
apryMEHTALHOHHBIME 0a3aMU MEXKIY HalMOHAIBHBIMU IOPUCAUKIHSIMHI
NpU BBIHECEHHWHU CYIeOHBIX pelieHui. B wacTHOCTH, mpeacTaBieHHas
MPaKTHKa UMENIach B 3HAKOBOM JUIsI (ppaHIly3cKol CyneOHON CHCTEMBI
nene Nicolas Perruche. MiMeHHO B 3TOM Kefice BIEpBBIC B UCTOPHUHU
®pannun nosiBuiics TepmuH préjudice d’etre né — B 10CI0BHOM TiepeBozie
«BpeJ] OT pOXKIAeHUs» (B aHITIOPOHHON MPAaKTHKE IO CXOIHBIM BOIPOCAM
npaBoBoii oreHku npuMensiercst repmud Wrongful life) [7, c. 36].

B Poccuiickoit denepanuu, B yactHocTH, [T B KOHTEKCTE
npe3eHTanuu Lex genetica moxer cratb 3)(HEeKTUBHON KOHCTPYKIHEH
IpU BBICTPaMBAaHUM perilaMEeHTAalMOHHOW 0Oa3bl B orHomeHnuu Car-T
TepanuH.

Kak cnenyer u3 mpeacTaBlieHHBIX BBIIIE aHATUTHYECKUX MaTe-
pHaioB, pa3IMYHBIC MPAaBOBBIE CUCTEMBI MUpPa C aKTUBU3AIMEH BHe-
JpeHU MHHOBALMOHHBIX TEXHOJIOTHH Pa3IMYHON MPUPOIBI, HE MEHSS
o01IMe MoAX0AbI K IPaBOBOMY PErYJIMPOBaHMIO, Yepe3 HHCTUTYT [THH
MOBBICHIH (P (GEKTUBHOCTh HALIMOHANBHBIX W HaTHALMOHAJIBHBIX Mpa-
BOTIOPSAKOB B UPE3BBIYAHO CIIOKHOM 00LIeCTBEHHOM cdepe.

Mo3an4HOCTh 3apyOSKHBIX MOAX00B K [IMH B 001acTu WHHO-
BaLlMOHHBIX TEXHOJIOTUI HE MO3BOJISIET PELENTHPOBATh WX B YHUCTOM
Buge. OIHAKO ¢ y4eToM HE TOJBKO HOPMATHUBHBIX COCTABIIIOLIMX
ITHH B 3apyOexHBIX CcTpaHaX, HO M UX (PYHKIMOHAJIBHBIX 3JIEMEHTOB
(kakuM 00pa3oM OHM ce0sl IIPOSBIISIFOT B 3apyOSIKHBIX MTPABOBBIX CHCTE-
Max U MX COLMAIBHBIX MIMPUKAX), BO3MOXXHO C(HOPMUPOBATH KOMITA-
PaTUBHBIA 0a3uc MpEACTaBICHHOMN BBIIIE IPABOTBOPUECKOW MHUIMATH-
Bbl. BakHO mpu 3TOM, 4TOOB! BHEApenue [T/H He cTanu MpensiTCTBHEM
JUISL OXpaHBI IPaB M CBOOOJ YeNTOBEKa M TPAXKAaHMHA, a TAKKe KIroue-
BBIX MPHUHIUIIOB OMO3TUKU. Takas OMacHOCTh B ONpPEENICHHOH Mepe
CYLIECTBYET, HAIIpUMep, B cepe MHHOBALIMOHHBIX NPAKTHK B 00IACTH
WHAWBUAYaTU3UPOBAHHONW MEIUIIMHBL
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B.B. JlannaeBa

KOHCTUTYLIMOHHO-IIPABOBASI MO/IEJIb
COI'JIACOBAHHUSI UHTEPECOB B COEPE
TEHOMHOI MEJIUIIAHBI

Annomayus. O60CHOBaHA KOHCTHUTYIIMOHHO-IIPABOBAst MOJENb COTJIACOBAHHS
HMHTEPECOB Pa3JINIHBIX CYOBEKTOB, B3aNMOACHCTBYIOMNX B chepe TeHOMHONW MeIUIH-
HbI (TALMEHTOB, UCIBITYeMBIX, IOHOPOB GHONIOrHYECKOTO MaTepuaia, Bpauel, nccie-
JIOBaTeNel, MmpeacTaBuTeNell COOTBETCTBYOIMX chep Ousmeca). [log 3THM yriom
3pEHUsI pacCCMOTPEHBI TAKHME HAIPABJICHUS IIPABOBOTO PETYIMPOBAHUS B HAHHOH 00-
JacTH, Kak: 1) MOKCK CripaBeTMBOro Gananca MpaB Pa3IMIHBIX YIaCTHUKOB OTHOIIIE-
HUIT; 2) CTUMYJIMPOBAHUE Pa3BUTHS TEHOMHKH YeJI0OBEKa KaK HaMpaBIeHHs QyHIaMeH-
TaJbHON W TPUKIIATHON HAYKH; 3) CO3aHIE OPTaHU3aI[MOHHO-TIPABOBBIX YCIIOBUI ISt
CTAHOBJICHHS W Pa3BUTHUSI TCHOMHOM MEIUIIUHEI KaK 00JIaCTH IMPAKTUYECKOro 3/[paBo-
OXpaHEHHs. ABTOPOM CHETAH Ps HMPEIIOKEHHI 110 COBEPIICHCTBOBAHHUIO 3aKOHO/A-
TEIbCTBA O 3PABOOXPAHCHUU U O HAYYHO-TEXHOJIOTMUYECKOM pa3BUTUM B Poccuiickoin
denepanun.

Karouesvie cnosa: Koncrutynus P®, reHOMHas MequIyHa, MpaBa YEIOBEKa,
obmee 6J1aro, MaIMeHTHI-UCIIBITYEMBIE, TOHOPBI OroMaTeprana, TeXHOJIOTUH pelaKTh-
pOBaHUs FeHOMA.

BBenenne

BaxHoil 0cOOEHHOCTBIO 3aKOHOAATENILHOTO PEryJIMpOBaHUs OT-
HOILIEHUH B cdepe TeHOMHOW MEOULMHBI SIBISETCS pa3HOHAIPaBIICH-
HBII XapakTep pelaeMbIX 3ajad, BKIIOYAIOMUX B cels: 1) 3amuty
MIpaB UCIBITYEMBIX, MAIIMEHTOB U IOHOPOB M€HETUYECKOI'0 MaTepHaa,
2) CTUMYIHPOBAaHHE Pa3BUTHS T'C€HOMHKHU YEIOBEKa KaK HaIpaBIICHHS

! MccnenoBanue BRITOTHEHO 3a CueT rpanTta Poccuiickoro HaydHoro ¢onga
(mpoekt Ne19-18-00422).
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(byHIaMEeHTaIbHOW M MPHUKIIAJHOH HAayKH; 3) CO3/IaHHEe OpraHU3aIHOH-
HO-TIPAaBOBBIX YCJOBHH UIS Pa3BUTHS T'€HOMHON MEIMIMHBI Kak 00-
JIACTH MPAKTUYECKOTO 3APaBOOXpaHEHHUs. 3aKOHOAATENb MMEET 3/1€Ch
JeTI0 € Pa3IMYHBIMHU, HEPEAKO KOHQIMKTYIOUIMMH COLUANbHBIMU HH-
TepecaMi, 3a KOTOPBIMH CTOST COOTBETCTBYIOLIME IpaBa YeJOBEKa,
OIpENeNSIONIME Mepy CBOOOIBI B TOI WM HHOM cdepe 00IIeCTBEHHOM
XKHU3HH. 3ajaua IPaBOBOTO PErYIMPOBAHUS 3aKIIOYAETCS B TAKOM CO-
TJIACOBAaHUH ATHX MPaB, IPU KOTOPOM UX B3aUMHOE OrpaHUYeHUE OBLIO
Obl cOaaHCHPOBAHO Ha OCHOBE MPWHIMINA (OPMATBLHOIO PaBEHCTBA,
T.€. TAKUM 00pa3oM, YTOOBI OJHHU MpaBa YeloBEKa MOIJIH OBITh pean-
30BaHbI B TOM Mepe, B KaKOH 3TO HE MPEMITCTBYET peaan3aln APYrux
MpaB YelIoBeKa.

Bananc pasnuuHBIX IpaB 4yenoOBeKa, 3alcHCTBOBAaHHBIX B cdepe
TeHOMHOW MEIUILMHBI, TOJDKEH OBITH JTOCTUTHYT B paMKax ropuoute-
CKOU KOHCMPYKYUU 0ZPAHUYEHUS NPA6 4el06eKd, KOTOpasi OIpeeieT
OCHOBaHUs u Kpumepuu Takoro orpannyeHust B Koncrurymuun PO [1].
['maBHBIME OpHEHTHUpPAMH NpPU ITOM sBJIsIOTCS: 1) monokeHue 4. 3
ct. 17 Koncrurynuu P® o ToM, 4TO npu OCyIIECTBICHUH IIPaB B CBOOOA
YeJIOBEeKa Helb3sl HapylaTh IpaBa M CBOOO/BI APYTHX JIUIL, U 2) TOJIO-
XKeHHe 4. 3 CT. 55, COracHo KOTOPOMY IpaBa YelnoBeKa MOTYT OBITH
OrpaHHYEHBbI B TOH Mepe, B KaKOH 3TO HEOOXOAUMO Ui 3aIIUTHI MpaB
JOpyTUX JHL, a TaKKe yKa3aHHBIX 3/1€Ch KOHCTUTYIMOHHBIX IIEHHO-
cTeii obmero Gmara’. TIpHMEHHTEIBHO K FEHOMUKE 4eIOBEKa KaK Ka-
YeCTBEHHO HOBOM AJIS1 POCCHHCKOW MpaBOBOH CHUCTeMBI cepe OTHO-
LIEHUH KOHKPETHOE HAIOJHEHHE 3TOW KOHCTHTYLMOHHO-TIPABOBOI
KOHCTPYKIIMH TPeOyeT N3ydeHHUs 3apyOeKHOTO ONbITa (3aKOHOIATEIb-
HOTO W TPaBOIPUMEHHUTEIBHOT0), a TaKXKe POCCHICKOW HCCIIenoBa-
TENBCKOW, KIMHUYECKOW U cyneOHoi mpakTuku. OCHOBHas mpobiema
3aKIII0YaeTcsd B TOM, YTOOBI MPH TMOUCKEe OanaHca KOHKYPHUPYIOLINX
3[leCb UHTEPECOB U BHIPAXKAIOUINX MX MPaB YEIOBEKAa YUECTh HCKIIIO-
YUTENFHO BBICOKYIO CTEMEHb YSI3BUMOCTH HAllMEHTOB B PaMKax KIIH-
HUYECKON MPAaKTHKH, HUCIBITYEMBIX B MEAMLIMHCKUX DKCIIEPUMEHTaX U
JOHOPOB TEHETHYECKOT0 MaTepuaja, COXPaHWB IPU STOM CTUMYIIBI
IUIsl Pa3BUTHSL TCHOMHOM MEIULHMHBI Kak cepbl HAyYHOH U MpaKTHye-
CKOM JIeSITENbHOCTH.

! U3 mepeuncieHHbIX 31eCh KOHCTHTYIMOHHBIX [EHHOCTEH HamGOIee pere-
BaHTHBI PaccCMaTPHUBAcMOl MNpPOOJIEMAaTHKE TaKHE MEHHOCTH, KaK HPaBCTBEHHOCTS,
3/I0POBBE, IIPABA U 3aKOHHBIC UHTEPECHI IPYIUX JIULL.
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1. 3ammTa NpaB NaNMEeHTOB, HCIBITYEMbIX U JOHOPOB
0MO0JIOTHYeCKOI0 MaTepraJia

OyHKIMA TpaBOBOrO oOecledueHHs] TEeHOMHOW MEAMLIMHBI, CBS-
3aHHAs C 3alIMTON MpaB YKa3aHHBIX CYOBEKTOB, XapaKTepU3yeTcs psi-
JIOM CTenU(UIECKIX MOMEHTOB, BBIXOISIINX 32 PAMKU TPaAULIUOHHO-
ro NpaBOBOrO CTAaTyca CyOBEKTOB MEIMKO-TIPABOBHIX OTHOIMICHMIA'.
[Tockonbky reHOMHAsE MEIMLHA MPEACTABISIET cOO0i coyeTaHUe Ha-
VUHBIX HCCIICIOBAaHMN M JOKAa3aTEeIbHOM MEAWIMHBI C MPUCYIIUM eil
BBICOKMM YPOBHEM Hay4HOW COCTaBISIIOIICH, TO Jajiee Mbl OyaeM ro-
BOPHUTH O MALMEHTAX-UCIBITYEMBIX, UMeS B BHIY, YTO M B XOJl¢ Hay4-
HBIX SKCIEPUMEHTOB, U B KIMHUYECKOW MPAaKTUKE TEHOMHON MEIHIIH-
HBI pedb HIET 00 MCCIeN0BATENbCKON AESTEILHOCTH, CYIIECTBEHHOM
OCOOCHHOCTBIO KOTOPOH SIBIISIETCS TO, YTO MEIWIMHCKHE HMCCIEA0Ba-
HUS TIPOBOJISAITCSI HE TIPOCTO C YYaCTHEM UYEIOBEKa, a HEMOCPEICTBEHHO
Ha YellOBEeKe KaK 00bEKTE H3yUeHUSI.

JlanHOE O00CTOATENBCTBO MpENoNpeeNsieT KpaiHe YSI3BUMBIH
OHTOJIOTUYECKUI CTaTyC MallMeHTOB-HCIIBITYEMBIX U IOHOPOB OMOMa-
TepuasioB. OJHAKO ATO HE O3HAYAeT MPUHIUIHAIBHYIO HEBO3MOX-
HOCTb OTPaHWYCHUS MPaB YKa3aHHOM TPYIIIBI JMI Ha OXPaHy 30POBbS
U MEIULUHCKYIO TOMOIIb, rapaHTHpoBaHHBIX B cT. 41 KoHctuTynun
P®, 1 HeoOX0ANMOCTh pa3BUBATH MIPABOBOE PETYIHPOBAHHUE B pycie
0€30roBOpPOYHOr0 U OE3rPaHMYHOTO JTOMHUHHPOBAHUS MX HHTEPECOB.
Paszymeercs, 4To Takoe orpaHUYEHHE JOIMYCTUMO B OUYEHb Y3KOM AHa-
Ma3oHe, TPaHUIBl KOTOPOro, MMEIOIINE TOABMKHBIN XapaKTep, Kax-
OBl pa3 JOIKHBI OBITH MpeaMeToM ocoOoro BHMUMaHHUS. Ha mepBrix
dTamax pa3pabOTKH MPAaBOBOIO CTAaTyca MALUEHTOB-UCIBITYEMBIX Y
3aKOHOJAATENe JTOMHMHUpOBaJla YCTAaHOBKA HAa «MHHUMH3ALHIO, a B
ujeae UCKIIOYEHNE BO3MOXKHBIX prUcKoB. Ho mocremenHo »Tu mpen-
CTaBJICHUSI N3MEHUJINCh, TaK KaK yJacTHe B HUCCICIOBAaHMSIX yxKe o0ela-
JIO OMpENEIeHHYIO MONb3y Wi ucnbityemoro» [3, c. 138], csa3anHyio
MPEXIE BCETo C MOJydeHNEeM HEAOCTYITHOTO B MHOM BapHaHTE JICUCHHUS.
[logoOHoe MoHMMaHNE CUTYyallMd OPUEHTHPOBAIO HA MOUCK CIIpaBel-
JTuBOro OajllaHca MEXAYy PUCKaMH U TATOTAaMH, MpeTeprieBaeMbIMHU
MalueHTAMU-UCIBITYEeMbIMH, C OIHOH CTOPOHBI, U BO3MOKHBIMHU
BBITOJaMHU M OJaroM Ajisl HUX — ¢ Apyroil. B pamkax takoro moaxona

! Anamus o0IIero mpaBoBOro craryca manueHTa B Poccuiickoit deneparmy,
CHENHAFHOTO MTPABOBOTO CTaTyca, OTPAKAIOMIEr0 OCOOCHHOCTH OTACTBHBIX TPYII Ha-
CEIICHUS, U MHAUBUIYaJIFHOTO PABOBOT'O CTAaTyCa, OXBATHIBAIOIIETO CHCTEMY TIPaB, CBO-
001, 00S3aHHOCTEH W IOPUANYCCKUX TapaHTHH WX pEalM3alliy, MPUCYIIHX KOHKPET-
HOMY CYOBEKTY MEIHUKO-TIPABOBBIX OTHOIICHMIT cM. [2].
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onperneneHHoe (Bompoc JIMIIb B TOM — KaKO€ UMEHHO) MPaBO Ha PUCK
MOSABIISIETCS. HE TOJBKO y MAalMEHTOB-UCIBITYEMbIX, HO U y Bpadeii-
uccnenosareneii. C co3gaHueM W pa3BUTHEM OaHKOB T'€HETHYECKUX
JaHHBIX cepa MpaBOBOrO PEryJMPOBaHMs BKIIOUHIIA B ceOs TaKkkKe H
MpaBa JOHOPOB F'eHETHYECKOTO MaTepHhaa.

PaccmarpuBass 3Ty cdepy € MNO3MIMNA KOHCTHTYLMOHHO-
MPaBOBOI'0 MOJIX0/a, B CAMOM OOIIeM BHAE MOXKHO CKa3aTh, YTO PEUb
UJAET O TIOUCKe OanaHca MEXIY, C OHOM CTOPOHBI, TPaBaMH Ha JKU3HB,
YBa)KEHHE JOCTOMHCTBA, OXPaHy 3[0pOBbSA, MEIULMHCKYIO MOMOILb,
WH(POPMALMOHHYIO 0€30MMaCHOCTH MAIMEHTOB-UCTIBITYEMBIX U JIOHOPOB
OuoMaTepHuanoB, a ¢ IpPYyrol — 3allUTOH MpaBa HcciegoBaTeNed Ha
cBOOOy Hay4HOro M TexHH4eckoro TBopuectsa (4. 1 cr. 44 Koncru-
Ty P®), a Takxke mpaBa npousBoguTeneld papMalueBTUKH U MEIH-
LIUHCKON TEXHUKH, TpeJcTaBuTeNel OMOOaHKIHTA, CTPAXOBIMKOB U T.JI.
Ha CBOOOIHOE MCTIOJIb30BaHUE CBOUX CIIOCOOHOCTEN W MMYIIECTBA IS
MPEANPUHUMATENBCKOM U MHOM HE3alpeIleHHON 3aKOHOM JIesTeIbHO-
cru (B 4. 1 cr. 34), u mpaBa yactHoii coocTBeHHOCTH (CT. 35). Copas-
MEpPHOCTh BO3MOXKHOT'O OIPaHMYCHUS MPaB MAHEHTOB-UCIIBITYEMBIX U
JOHOPOB OHMOMAaTepHuaIoB MOXKeET ObITh JOCTUTHYTA MOCPEACTBOM Hal-
Jexalel KoMIeHCalluu NpeTepreBaeMbIX MU PHCKOB U HEYIO0OCTB,
ocyuiecTBIIeMord B (opMe MpenoCTaBIsieMbIX MM Onar U MpeuMy-
mecTB. [Ipuyem GanaHC yKa3aHHBIX MpaB YeIOBEKa JOJKEH OBITH BBI-
CTPOEH TakuM 00pa3oM, 4ToObl OblTa oOecredeHa 3ammTa KOHCTUTY-
IIMOHHBIX IIEHHOCTEH o00mero Onara, MEpEeYHMCICHHBIX B 4.3 CT. 55
Koncturynuu P®.

Jnst obecriedeHHs] TpaB TMAMEHTOB-MCIBITYEMbIX M JIOHOPOB
OnoMaTepranoB B paMKax JaHHON KOHCTHTYHHOHHO-TIPABOBOH MOJIEIH
JOJDKHBI OBITH 3aJeCTBOBaHBl BCE IPABOBBIC HHCTUTYTHI, TapaHTH-
pYIOIIKE IpaBa 4YeJOBEKa Ha XHU3Hb, OXpaHy 3/70POBb, 3aIUTY JOCTO-
WHCTBa M MHQOpMaLNOHHYI0 Oe3onacHocTh. Hambonee crenuanusupo-
BaHHBIMH, T.€. CHPO(QUIMPOBAaHHBIMUA Ha pEIICHHWE YKa3aHHBIX 3a/ad,
MPaBOBBIMH MHCTUTYTAMH SBIISIOTCSI UHCIIUTYM MEeOUYUHCKOU mail-
Hbl, TIPENICTABIISIOMMI c000i1 0coOBIN BUA Mo ecCHOHaIbHON TalHBbI,
U uHCmumym 006po8oabHO20 UHGOpMUPOsanHo2o coznacus (MaleH-
TOB-UCTIBITYEMBIX — Ha MEAUIIMHCKOE BMELIATENbCTBO, 4 JOHOPOB — Ha
MPEAOCTABICHNE CBOCTO OMOMOTHUECKOT0 MaTeprala, HeCyIIero reHe-
THUYECKYIO HH(POPMAIIUIO).

a) Hucmumym meOuyuHcKoll maiHpl TPEICTABISET COOOU
cnequduueckyto (GopMy KOHKpeTH3auuu mnojoxeHuil KoHcTutynmum
P®, 3aparomux mpaBoBbIe MapamMeTpbl HHPOPMAIIMOHHOHN Oe3omacHo-
cTH ITU4HOCTH. Peub unet o HopMmax 4. 1 ct. 23, rapantupyrome npa-
BO K&)KIOTO Ha HETIPUKOCHOBEHHOCTh YAaCTHOM XHU3HH, JHYHYIO U Ce-
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MeiHyI0 Taliny; 4. 1 cT. 24, coriacHO KOTOPOH HE JoIycKaeTcst coop,
XpaHEeHHue, UCIONb30BaHUE U PacIpocTpaHeHne WH(OPMALUU O 4acT-
HOM XKU3HU JuIa 0e3 ero corjacus, u 4. 2 cT. 24, IpeaoCTaBISIOImeiH
YEIOBEKYy BO3MOXXHOCTh O3HAKOMJIGHHS ¢ WH(OpMaLueH, 3aTparu-
Barollel ero npasa. Ha maHHBI MOMEHT eCTb OCHOBaHHUS TOBOPUTH O
TOM, YTO ACHCTBYIOIIMI B POCCHHCKOM 3aKOHOAATENbCTBE MHCTUTYT
MEJIMIIMHCKON TaiHbl HE YYHUTHIBACT B JIOJDKHOW Mepe OCOOSHHOCTH
TeHEeTHYeCKOl MH(pOpPMaIuy, MOIy4aeMOil B OTHOIICHUH MalleHTOB-
UCTIBITYEMBIX, U UH(OpMAINH, MPEJOCTaBIAEMON JOHOPaMU T'€HETH-
YEeCKOro MaTepHara.

Urto Kacaercsi nayuenmosg-ucnvimyemsvix, TO TaKoe IMOJI0KEHHE
JeTl CBSI3aHO C MCKIIIOUUTEIbHON TPYIHOCTHIO MPAaBOBOTO COTJIACOBA-
HUSI UX UHTEPECOB C MHTEPECAMU KPOBHBIX POJICTBEHHUKOB, Ul KOTO-
pBIX HH(OpMaNKs 0 TeHETHYECKHX OCOOEHHOCTSIX NAaHHOTO MalueHTa
MOXET UMETh KHU3HEHHO Ba)KHOE 3Ha4YeHue. B mimockoctu Onosthye-
CKOTO TOAXO0Ja CHELUANHUCTH OOBIYHO TOBOPAT O KOHQIMKTE IBYX
OCHOBOIIOJIArafOIINX MPUHIMIIOB OMOATHKHA — MPHUHLUIA aBTOHOMUH,
JEUCTBYIOIIET0 B OTHOLICHHM NAalMeHTa, W MPHHLUNA OJaromesHus
(beneficence) mo oTHOIIEHUIO K €r0 KPOBHBIM pOjCTBeHHHKaMH. C TOU-
KA 3pEHHs MPaBOBOTO MOJXO0ZAa peElIeHHE MPOOJIEMBI 3aKI0vYaeTcsl B
TOM, YTOOBI JaTh 3TUM OMOITHYECKUM NPUHIHIAM TaKylo IOpUANYE-
CKYI0 MHTEpPIIPETAINIO, KOTOpas MO3BOJIMia Obl BBECTH UX B TPAHHUIIBI
CYILIHOCTHOT'O /IS TipaBa MpUHUMNA (HOPMaIbHOIO PaBeHCTBA CYOBEKTOB
mpaBa B UX cB0OOIE, 3akperyieHHoro B 4. 3 cT. 17 Koncturyumu PO.

3TO 03HAYAEeT, YTO MPUMEHHUTENBHO K KPOBHBIM POJICTBEHHUKAM
ManueHTa pedb JOKHA UATH He 0 OarogesHud, a 00 odecriedeHn ux
PaBHOTO NpaBa Ha aBTOHOMHUIO, JUIS peajii3alid KOTOPOrO OHU JTOJIK-
HBI 00J1a1aTh KU3HEHHO BaYKHOW AJIsI HUX TeHETHUECKOW MH(OpMaLuen.
C mo3unuili JaHHOro MoAXoAa OO0BEeKTaMH MPOECCHOHANBHOW aes-
TENBHOCTH Bpaya SIBIISIOTCA KaK caM MalUeHT, TaK U WICHBI ero CEMbH
[4, c. 56], mpaBa KOTOpPBIX Bpady HE MOXXET HTHOPHPOBATH. JlOMOIHHU-
TebHOE KOHCTUTYLIMOHHO-TIPABOBOE OCHOBAHME JIJIsI TAKOTO PELICHUS
npobiemsl conepkutcs B 4. 1 cr. 38 Koncrutyuuu P®, rapantupyromieit
rOCYJapCTBEHHYIO 3aIUTY MATEPHHCTBA, ICTCTBA U CEMBH B LIETIOM.

Otcioga cnenyeT HEOOXOOUMOCTH OOECHEUEHHs PaBHOH aBToO-
HOMHH BCEX 3aMHTEPECOBAHHBIX CYOBEKTOB IMyTEM NpPHUIAHHS T'€HEeTU-
Yecko HMHQOpMaMU 0co0Oro «CeMEHHOro» MpaBOBOTO cTaTyca M
pa3pabOTKH Pa3HBIX MPABOBBIX PESKUMOB €€ HCIIOIb30BaHHS CO CTOPO-
HBI MTAIIMEHTA ¥ €r0 POJICTBEHHUKOB NPH PaBEHCTBE JIOCTYIA K Hel [5,
c. 210], a taxke ocobOro BHHMaHHMS K 3alIUTE WHTEPECOB HECOBEp-
LICHHOJETHUX WIEHOB CEMbH. YUHTBHIBAas HCKIIOYUTENBHYIO CIIOXK-
HOCTb U JAEIHMKAaTHOCTh TAKOTO poaa mpoOieM, 37ech, CKopee BCEro,
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HaJ0 CO3[aBaTh OPraHM3aMOHHO-TIPABOBYI0 OCHOBY AJISI UX KOJIIEK-
TUBHOT'O pEIICHHs TPYMIOH CHEHUATNCTOB Pa3sHOro mpouiisi, KOTo-
pble COBMECTHBIMH YCHJIMSIMH MOTJIM OBl 00€CTIeYMBAaTh COTIaCOBaHUE
BCEX MPaBOMEPHBIX HHTEPECOB.

AmnanornuHbie poOJeMbl CBA3aHbI C peanu3alueii npasa nayu-
eHma He 3HAMb O Pe3VIbMmamax 2eHemudeckol OUAZHOCMUKU, YTO
0COOCHHO aKTyaJbHO B CUTYallMM TaK Ha3bIBAEMBIX CITy4ailHbIX HaXO-
nok. «IIpaBo He 3HaTH», conepxkameecs B c¢T. 10 KonBennuu o npaBax
YelnoBeKa W OMOMEIOUIMHE, a TakKe B PAAC MEXKIYHAPOIAHBIX HOPM
«MSITKOTO TIpaBa», 3aKperieHo B cT. 22 @3 «O06 ocHOBax OXpaHbl 370-
poBbsl Tpaknan B Poccuiickoit denepannn», corimacHO KOTOPOH «HH-
(opMaLus 0 COCTOSIHUU 3I0POBBSI HE MOXKET OBITh PEJOCTABIICHA I1a-
IUEHTY TMPOTHB ero Boim» [6]. OxgHako peanu3anusi MaeHToM 3TOro
MpaBa MOXKET HAHOCHUTH YIIepO He TONBKO ero Omary, Ho Takxke Onary
€ro KpOBHBIX POICTBEHHUKOB. Ha cerogHAIIHMI IeHb enuHas TOuKa
3peHus Ha 3Ty NpoliieMy MOKa He BEIpaboTaHa, M03TOMY CIICHATUCTHI
OTMEYaI0T HEOOXOIUMOCTh IPOBEICHUSI MACIITAOHBIX KIMHUYECKHX
W STHYECKUX HCCIECNOBAaHUI C AaibHEHIIUM (OpPMUPOBAaHHEM PEKO-
MEH/IalMii TI0 BhIJaye CIy4alHbIX HaXoqok» [7]. Pemenue npoGiemsr
CIly4aiiHbIX HaXOIIOK TpeOyeT cepbe3HBIX UCCIEeN0BaHUI 3apyOeKHOTO
OIBITa IO pa3paboTKe CIUCKA TEHETHYECKUX MYTalHid, O KOTOPBIX pe-
KOMEH/IyeTCsl COOOIINTh natuenTam [7, c. 86].

O CNOXHOCTH YyKa3aHHBIX MpoOJeM HArsAHO TOBOPUT TOT
(axT, 4TO 3apyOEKHBIN OMBIT X PEIICHUS OTIMYACTCS 3aMETHBIM pa3-
HooOpazueMm. Tak, AMeprUKaHCKash KOJUIETHsI MEAULIMHCKON TeHETUKU U
TCeHOMUKHU CUUTAET, YTO Ui Ojlara caMux MaluMeHTOB W MX POJCTBEH-
HUKOB CJIE[yeT COOOIIATh HE3aMpOIIEHHYIO MallueHTOM WH(POPMAIUIo
0 BO3MOXKHBIX T'€HETHUYECKHX pHCKax, a EBpomelickoe obiiecTBo Mme-
JULAHCKON TEHETHKH PEKOMEHIYET 00CYKIeHUE C MallMEHTOM TOJIBKO
TOrO CHEKTpa ero IeHEeTHYECKHMX OCOOEHHOCTEH, MOCIEACTBHS KOTO-
PBIX, CBSI3aHHBIE C HACJIEACTBEHHBIMH MATOJIOTHIMH, yXKe AOCTaTOYHO
xoporto u3ydensl [5, c. 207]. A 1o moBoay y4era HHTEPECOB KPOBHBIX
POACTBEHHHKOB IO3WIUU MEIMKOB CYLIECTBEHHO Pa3HATCS Oaxke B
pamkax 3amagHoi EBpomnsl. Hanpumep, I'epmanckas accornuanus Bpa-
Yel NCXOOUT U3 IPUOPHUTETa MPUHLIUIIA ABTOHOMHUH TTAallMeHTa, CUUTAas,
YTO MHTEpEC TPEThUX JIHMI HE JIOJDKECH MEpeBElIMBATH OJIaromnoirydne
nanueHTa, a OpuTaHCKHE BpayM CKIOHHBI JIeNlaTh aKLEHT Ha HJee ce-
MeWHOM conmumapHocTH [5, c. 208].

He menee cnoxkable mpoOneMbl BOZHUKAIOT U MPU pean3aluu
WHCTUTYTa MEOUIMHCKOW TalHBI NPUMEHUTEIBHO K JoHopam Ouoma-
mepuanos. OHU OOYCIIOBJIEHBI HPEXIE BCETO TEM, YTO B YCIOBHAX
MPUMEHEHHS] TEXHONOTUH OONBIIMX JaHHBIX O0E3NIWYMBAHUE TEPCO-
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HAJBHBIX JaHHBIX 3a4acTyIO HE SIBIAETCS rapaHTHEH WX aHOHUMHOCTH.
[Toromy eBpormeiickoe 3aKOHOAATENHCTBO MONLIO N0 MyTH Pa3IndeHUs
MICeBJOAaHOHMMH3AIMY U aHOHUMHU3ALUH JaHHBIX. [lces0oanoHumMu3a-
Yusi — 3TO TaKOH «crmoco0 00pabOTKK MEepCOHANbHBIX NaHHBIX, B pe-
3yJlIbTaTe€ KOTOPOTO CTAHOBUTCS HEBO3MOXXHO 0€3 HCIOIb30BAHUS
JOTIOTHUTENBHON MH(POPMAIMK ONPEACTUTh NPUHAAICKHOCTD TIePCOo-
HaJBHBIX JAHHBIX KOHKPETHOMY CYOBEKTy, IPW YCIOBHH, YTO TaKas
JOTNOTHUTENbHASI HHQOpMAaLHs XpPaHUTCS OTACIBHO U B OTHOLLICHUU €€
MPUHUMAIOTCSl OpraHM3alUOHHBIE M TEXHHUYECKHE MEpHI, oOecneyu-
BaIOIIME €€ HEUCIIONb30BaHUE Il COOTHECEHUS C ONPEACIICHHBIM MU
onpenensieMbM Juom» [8]. B otimdme ot 3TOTO0, aHOHUMUZAYUA TaH-
HBIX TpEAIoyiaraeT TaKylo CTENeHb WX 00Ee3TMYEHHOCTH, «IPU KOTO-
pO¥ MocaeqHre HE OTHOCSTCS K ONPEICIICHHOMY WIIM ONPEAETIeMOMY
nuiy» [8] u, COOTBETCTBEHHO, HE SBIISIOTCS IEPCOHATIBHBIMU TAHHBIMU.

HeB03MOKHOCTh TOJTHOCTBIO TapaHTHUPOBATh KOH(HICHIINATH-
HOCTb TPEIOCTAaBICHHON JOHOpaMU I'eHETHUECKOH HH(MOPMAIK CO3/a-
€T COUMalIbHOE HamlpsbKEeHHe, TpeOylolee MOMCKa MPaBOBBIX PEICHUH
Ha OCHOBe OanlaHca KOH(DIMKTYIOMINX HHTEPECOB U COOTBETCTBYIOLINX
npaB yenoBeka. [Ipu 3ToM 3¢ (EeKTUBHOCTh MHCTUTYTa MEAULIUHCKOMN
TaliHBI KaK rapaHta MHQOPMAIMOHHOW 0E€30MacHOCTH JOHOPA TeHETH-
YEeCKOro MaTepralia B 3HAUUTEILHONW Mepe ONpeessieTcs: TeM, KaK BbI-
CTPOEH WHCTHUTYT I0OPOBOJIBHOTO MH(GOPMHUPOBAHHOIO COTJIACHS JO-
HOpa B €ro B3aMMOOTHOILIEHUAX ¢ OMOOaHKOM.

0) Hucmumym 0006p080abHOZ0 UHPOPMUPOBAHHO20 CONACUA
MalyeHTa B LEJI0M yXKe XOpOIIO pa3paboTaH B pOCCHIICKOM 3aKOHOJA-
TENBCTBE IS «OONIEMEIUIIMHCKUX» HYXK[, OJHAKO crenuduka re-
HOMHOW MH(OpPMAIMK B HEM HE OTPakKe€Ha, YTO Ha MPAKTUKE CO3AaET
MHOECTBO Tpo0IIeM.

[Ipexnae Bcero oTMeTHM TOT (akT, YTO CaMO MOHITHE TeHEeTHYe-
cKoll MH(pOpMaLnH, OT YETKOCTH KOTOPOTr0 BO MHOI'OM 3aBHCHUT ypO-
BEHb FapaHTHI COOTBETCTBYIOLIErO MpaBa YelIOBEKa, HE BIOJHE MPO-
paborano naxe B pamkax EBpomeiickoro Coroza, rae mpodiemaTuke
MpaB YenoBeka B HHPOPMALMOHHON cepe yaensercsl cepbe3Hoe BHU-
Manue. B OOmieM perinaMeHTe 3aliyThl IEPCOHATBHBIX TaHHBIX EBpo-
neiickoro Coro3a, Mo reHeTHYeCKUMU JaHHBIMU ITOHUMAIOTCS IIEPCOo-
HaJIbHBIE TaHHBIE, KacarOUIHecs] yHACIEJOBAaHHBIX WIIM MPUOOPETEHHBIX
TeHETUYECKHX XapaKTepUCTUK (PU3NYECKOro NnLa, KOTOphIE Mpe-
JOCTABIIAIOT YHHKAJIbHYIO MH(QOpMAIHIO O (U3HOIOTHH H 310pPOBbE
YKa3aHHOTO (PU3UYECKOrO JIMIA, U KOTOPBIE SIBIAIOTCS PE3yJbTaToM, B
YaCTHOCTH, aHaln3a OMOJOTHYECKOro o0pasla COOTBETCTBYIOIETO
¢muueckoro numa» [5, c. 201]. Mexay TeM I'eHETHYeCKHE NaHHbBIC
HecyT B cebe nH(POpPMAaLIUIO HE TONBKO O (PU3UOJIOTUH U 310pOBbe (u-
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3UYECKOT0 JIMIA, HO U O €ro dTHUYECKOW NPUHAAIEKHOCTH, OHOIOTHU-
YECKOM POJCTBE U MPOUCXOKACHHH, O PHCKAX BO3HUKHOBEHHS T1aTONIO-
THi ¥ BO3MOXKHBIX PEAKLHAX Ha MPUMEHEHHE JIEKAPCTBEHHBIX CPEACTB
[9; 5]. Kpome Toro, B paccMaTprBaeMOM JTIOKYMEHTE PE4b UJIET JIUIIb O
MEPCOHANBHBIX JaHHBIX, XOTS MO XapaKTepy COAepsKalleics 37ech UH-
(opManmy reHeTHYecKue JaHHbIC YeI0BeKa HOCAT CEMEHHBIN XapaKTep.

Lenblit psig mpobieM BOSHUKAET U B MPOLIECCE PeaNn3aliH HH-
CTUTYTa AOOPOBOJIBHOIO HH()OPMUPOBAHHOTO COTJIACHS TOHOpa OHo-
MaTepuana. 9To 00yCIOBICHO MPEXKIe BCEro HEPa3BUTOCTHIO TPaBo-
BOTO peXHMMa OOpalleHUs] TeHEeTHYecKoW MH(popMauuu B LEIOM H
Hepa3paboTaHHOCTHIO MPABOBOIO CTaTyca 0AaHKOB T'eHETHYECKOW MH-
(dhopmarnuu.

Ha nanublit MOMEHT OMOOAaHKHUHT siBIsieTcsl cepoil KOHDIUKT-
HOTO B3aMMOJCHCTBUS B MEPBYIO OUYepelb HHTEPECOB TOHOPOB OnMoma-
TepuaJa, 3aMHTEPECOBAHHBIX B KOH(PHUACHINAILHOCTH U BO3MOXKHOCTH
KOHTPOJA 3a HCIONb30BaHWEM HH(OpMAIMM O CBOMX T'€HETHYECKUX
JaHHBIX, BJaJebleB OMOOAHKOB, CTPEMSIIMXCS K aBTOHOMHOMY HC-
MOJIb30BAHUIO TONY4YEHHOH HMH(OPMAaLUK B KOMMEPUECKHX LENIX, U
VUEHBIX, 3aHHTEPECOBAaHHBIX B CBOOOJHOM M OECIIATHOM JOCTYIIEe K
9TOi MHGpOpMaLUKN «UIsI TPOBEACHUS HCCIEJOBaHUI Mo (apMoreHe-
THUKE, JMUAEMUOJIOTUH, MOMYISIIUOHHBIX HccnenoBaHuid u 1.4.» [10,
c. 164]. TpyaHocT B JOCTHKEHHU OallaHCca MpaB JJOHOPOB C MPaBaMH
MpeAcTaBUTENeH HHAYCTpUK OMOOAHKUHTA CBSI3aHBI C T€M, YTO WHCTHU-
TYT HH(GOPMHUPOBAHHOTO COIJIACHS HE TPUMEHHUM 3J1eCh B TIOJHOU Mepe,
MOCKOJIBKY a) OOBEKTHBHO HEBO3MOXKHO 3apaHee MpOIKcaTh BCE Ha-
MPaBJICHUS] UCTIONB30BAHUS TEHETUUECKUX NaHHBIX MOCIE MX MEepPBHY-
HOM 00paboTKH M 0) mporeaypa HHGOPMHPOBAHHOTO COTJIACHS, TTOJI-
pasyMeBalomasi, 4To JOHOP B JIIOOOH MOMEHT MOXKET Oe3HaKa3aHHO
MPEKPaTUTh CBOM OTHOIIEHHUSI ¢ OMOOAHKOM, YTO OH MOXET TpeOOBaTh
nepeoopMIIEHHsI COTJIacUsl Ha Ka)KAOM HOBOM 3Talle MCIOJIb30BAHUS
JaHHBIX | T.J., CHOCOOHA CYIIECTBEHHO YCIOKHUTH paboTy 0M0O0aHKOB
W TIOAOpBaTh pa3BUTHE OMOOAHKHHTA, 0€3 KOTOPOro COBpPEMEHHas Te-
HOMHKA YK€ HEMBICIHMA.

B nacrosimee Bpems Ha 3amane, rae OMOOaHKUHT CTal JIOKOMO-
TUBOM Pa3BUTHUS TEHOMHOW MEOUIMHBI, HaOMIOJaeTcsl TEHACHLUS K
OTKa3y OT MPaKTHKH TMOATBEP)KACHUS IOHOPCKOIO COrjlacus mepen
KaXIbIM HOBBIM HCIIOJIb30BaHHEM Ouomatepuana. Bcee Gonmpmiyro mo-
MyJSIPHOCTHh MPUOOpETaeT Tak Ha3bIBAEMOE IUPOKOE MH(POPMHUPOBAH-
HOE COorjlacue A0HOpa Ha HEeYYTEHHBIH BUJ HCIONIB30BaHM €ro Onoma-
TepUasioB B OyayIeM, He TpeOyromuii ero moBTopHoro coriacus [10,
c. 166-167]. Enie Goxnee ymoOHbIM aiisi OMOOAQHKMHTA BapHAHTOM CTa-
HOBHTCSI TaK Ha3bBIBAEMOC «IMHAMHUYECKOE MH()OPMUPOBAHHOE COTJIA-
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cHe», KOT/Ia YEeJIOBEK JaeT HECKOJIbKO BapHAaHTOB IUPOKOro MHGOP-
MHUPOBAHHOI'O COTJIACHSI Ha Pa3HbIE UCCIIENOBATEIBCKUE IPOCKTHI C €ro
Oouomatepuanom. g peanuzayu 3Told MOJENU yxKe pa3pabaThIBatoTCs
«CHEeNUATU3UPOBAaHHBIE OHJIAMH-TUIAT(GOPMBI, I/I€ MOKHO IOJACPKH-
BaTh MHTEPAKTHUBHOE B3aMMOJICHCTBUE MEXY YIaCTHUKAMU U OpraHH-
3atopamu uccienoBanus» [10, ¢. 171]. Takoe B3anMoeiicTBHE TTO3BO-
JISieT TOHOpaM He TOJIBKO OTCIIEKHUBATH, KTO MCIOIBb3YeT UX JaHHBIE U
JUISl KaKuX 1eJieid, HO M HaKJIaAblBaTh OTpPaHMYEHHUS Ha JOCTYN K HUM
[11, c. 23].

JlaHHBIN TOAXOA, MpaKTUYeCKasl 11eIeco00pa3HOCTh U JaxKe He-
00XOIMMOCTH KOTOPOTO B IIEJIOM JJOCTATOYHO OYEBUIHBI, MOXKET OBITH
MPU3HAH TaKkKe U MpaBOMEPHBIM. J{J1s1 000CHOBaHUS €ro MPaBOMEPHO-
CTH cJiefyeT oOpaTUTh BHUMAaHKE Ha TOT (PaKT, 4TO CTETEHb PUCKA AT
30POBBS M OJIarONOIydus y HalMeHTOB-HCIIBITYEMBIX B MEIUIITHCKHX
SKCHEPUMEHTAX, BBICTYMAIOMNX B KayecTBE OOBEKTOB NMPUMEHEHHS
HOBBIX TEHETHYECKUX TEXHOJIOTHH, CYILIECTBEHHO BBIIIE, YEM Y JIOHO-
POB, MPEAOCTABISAIOIINX B KauecTBE OOBEKTA HCCIEIOBAHHS OTUYXK-
JeHHBIN OT ce0st OnomaTepuai. B cuity 04eBHIHOTO Ka4eCTBEHHOTO pas-
JMYKS B XapaKTepe W CTENECHH IMPEeTepIIeBAEMOro prUCcKa HCIBITYeMBIX U
JOHOPOB OMOMAaTeprasoB MPEACTABIACTCS HEBEPHBIM BBICTPAUBATh HX
MPaBOBYIO 3alllUTy HAa OCHOBE WACHTHYHBIX IPABOBBIX HHCTHTYTOB
100pOBONEHOTO MHGOPMUPOBaHHOTO cornacus. OQHaKo peanu3anus
TAKOTO MOAX0/a, CHIKAIOIIET0 YPOBEHb TPeOOBaHMNA K JOOPOBOIBEHO-
My WH(GOPMHUPOBAaHHOMY COTJIACHIO IOHOPOB OmMoMaTepHala, Mpearo-
jaraer oOecliedeHHEe COOTBETCTBYIOUIMX OpraHM3alHOHHO-IIPABOBBIX
YCIIOBUH.

Jnst co3naHusl TaKOro poja YCIOBHH CTOUT MOXyMaTh, HallpH-
Mep, Haj oOcyxaaemol Ha 3amaze uaeed ydyacTtus TOHOPOB B MPHOBI-
sx 6uobankoB [12]. Inst Poccum ata mues moka He akTyallbHa, IO-
CKOJIbKY, 10 MHEHHIO CHELHAIMCTOB, OTEUECTBEHHBIH OMOOAHKHHT B
0003pHMOi1 IepCIIeKTHBE BPSA JIN J00BETCS KOMMEPUYECKHX YCIEXO0B H
OyzeT HyXIaTtbcs B MOANEPIKKE rocynapcrsa. Ho Bo3MokHO, Hampu-
Mep, TPEAoXUTh KaKue-TO MmpedepeHun InaM, HMEIOLINM PeaKue
reHeTuueckue 3aboneBanus [12], u T.m. BakHO OTMETHTH, YTO B CIy-
Yae MpenocTaBIeHUs OJOOHBIX MpedepeHINid ClIenyeT pyKOBOICTBO-
BaThCS MOJIOKEHUSAMH, COIEpXKaIuMuc B MexXIyHapOoJHOM KoJeKce
MOBEZCHUS AJIsi OOMEHa JaHHBIMHU B 00JIaCTH TEHOMHUKH U 3[paBOOXpa-
HeHns MeXAyHapOoJHOW OpraHU3aluy 10 U3YYEHHIO TeHOMa YelloBeKa
ot 2014 r., 3anpenarnmmMi HCIO0Ib30BaTh YSI3BUMOE MOJIOKEHHE «OT-
JEeTbHBIX YYaCTHUKOB, CEMEH M MOMYJISIIMA MyTeM BBIILJIATHl UM KOM-
TICHCALlMY 3a yJacTue B uccienoBanum» [12]. Oqnako, kak BEpHO OT-
MEUEHO, MOJ0OHBII 3amperT He UCKII0YaeT BO3MOKHOCTH 3aKJIIOYEHUS
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C HAMHU «COTJIANICHHUH, TPEAYCMATPUBAIONINX TIepeaady TEXHOJIOTHH,
MECTHBIE 00pa30BaTeIbHBIC TPOrPAMMBI, CO3/IaHUE COBMECTHBIX IMPEI-
MPUATHNA, TPEAOCTABICHUE MEAWUIIMHCKUAX YCIYT WIH CO3JaHUE WH-
(hopMaIMOHHBIX UHPPACTPYKTYP, BOSMEIICHUE 3aTPaT WX BO3MOKHOE
HCTIOJIb30BAHKE YACTH BO3HATPAXKICHUS B TYMaHUTAPHBIX 1emsax» [12].

C npyroit cTOpoHBI, HEOOXOIMMO BBECTH HAIJISKAIIUE MEPBI OT-
BETCTBCHHOCTH 32 HapYIICHUE MIPaB JOHOPOB OMoMarepuaioB. B cBs3u
C OTHUM 3aclIyXHBacT BHUMaHWs, Hampumep, onbIT DpaHiuu, rie B
YTOJIOBHOM KOJIGKCE B CHCTEMHOW CBSI3KE 3aKPEIUICHBI HHCTUTYTHI
YTOJIOBHO-TIPABOBOM OXPaHbI IUYHOCTHU OT MOCATATEIILCTB HA TalHY U
Ha MpaBa JIUI], BO3HUKAOIINE B CBSA3H C BBEJICHUEM KapTOTEK U 00pa-
00TKOI MH(pOpPMAaNNK, a TAKXKE OT MOCIATaTEILCTB Ha YEIOBEKA, CBS-
3aHHBIX C HMCCICOBAHHEM €T0 TCHETHYECKHX CBOWCTB WJIM HJICHTH-
(uKkanueld MOCPECTBOM €ro T'eHETHYEeCKMX MpHu3HAkKoB. [lpu sToM
YCTaHOBJICHA YT'OJIOBHAas OTBETCTBEHHOCTh B BUJIE OJHOT'O TOJa TIO-
PEMHOTO0 3aKTIOUYCHHS U KPYITHOTO mTpada 3a «HCIOJIb30BAHUE HE 110
HA3HAUYCHUIO CBEICHUH, MOJNyYCHHBIX O KAaKOM-JIHOO YEIOBEKE ITyTEM
M3YYCHUS €ro TCHETUYECKHX CBOWCTB B MEIUITMHCKUX IEISIX WIH B
paMKax Hay4yHoOro uccienoBaHus» [13].

Takum 00pazom, MOXKHO, MO-BUIMMOMY, CKa3aTh, YTO MCKOMBII
MPaBOBOM 0ajlaHC MHTEPECOB U COOTBETCTBYIOIIMX IMPaB JOHOPOB OMO-
MaTepUaiOB U MPEACTABUTENCH WHIAYCTPHH OMOOaHKWHTA MOXKET OBITh
o0ecIiedeH MyTeM IEJIOT0 KOMITJIEKCa OpTraHU3aIMOHHO-TIPABOBBIX MEp,
KOTOpPBIC MO3BOJIMIN Obl HATIOMHHUTH HAISKAIIVM COJCpXKaHHEeM al-
CTPaKTHYI) KOHCTHTYIIMOHHO-TIPABOBYIO MOJIENb COTJIACOBAHUS MHTE-
pecoB. B ux uucne: popMHupOBaHHE WHCTUTYTOB ATUKO-TIPABOBOTO KOH-
TPOJISI 32 pa3BUTHEM OMOOAHKMHTA; CO3/IaHUEe MAKCHMATEHO BO3MOXKHBIX
rapaHTHi MPOTUB WACHTU(UKAUU JOHOpa NP JACIepCOHATU3AIUU
JAHHBIX; BBEJICHUE aMUHUCTPATUBHON M yTrOJOBHOW OTBETCTBEHHO-
CTH 3a HEMPaBOMEPHOE MCIOJIb30BaHUE IEHETHIECKOW HH(pOpMaInH,
MOJIYYCHHON OT NOHOpa Ounomarepuaina, oOecleUeHHE YCIOBHM IS
JOCTyNa OOIIEeCTBEeHHOCTH K MH(popMmannu o O0nMobaHKaX; MpemocTaB-
neHne npedepeHIui TS ONPEACTICHHBIX TPYIII JOHOPOB; CTUMYJIHPO-
BaHHWE TMOTCHIMAIBHBIX JIOHOPOB K TPaKIAHCKOW COJTMIAPHOCTH B
JNOCTHOKCHUU ofriero 6mara u T.4. [IponBukeHe B 3THX Hampaslie-
HHSX MO3BOJNIIIO OBl B MEPCHEKTHBE BBIBECTH BTOPUYHYIO T'€HOM-
HYIO0 MH(POPMAIIHIO U3-TIOJT JCHCTBUS HHCTUTYTOB BPaueOHOM TaifHBI U
JIOHOPCKOTO COTJIACHsI, YTO CYIIECTBEHHO OOJIErymiIo ObI OMOOaHKUHT,
OTKPBUIO OBI JAOPOTY JUIS Mepeiadl JaHHBIX B HEMETUITMHCKUE Opra-
HU3aIlUY, PACIIMPUIIO OBl JOCTYI YYCHBIX K MacCHBaM JaHHBIX, 00Jer-
4910 OB OOMEH TaHHBIMH C IPYTUMHU OM0o0aHKaMH, B TOM YHCIIE 3apy-
OEXHBIMH U T.]I.
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2. CTumyaupoBaHue pa3sBuTHs QyHIaAMEHTAIbHOM U
NMPHUKJIATHOW TeHOMHKH YeJI0BeKa

B mpocrpaHcTBE KOH(IMKTYIOLIETO B3aUMOACHCTBHS pa3iuy-
HBIX COLIMAJIbHBIX WHTEPECOB, 3aJIcHCTBOBAHHBIX B cdepe TeHOMHOI
MEJIMLIIHBI, HHTEPEChl HayKn (FCHOMHKHU YeJIOBEKa) U Hay4HOTO (MeIu-
KO-OMOJIOTMYECKOro) COOOIIEeCTBa HA JAHHBIA MOMEHT MHpECTaBICHBI
cnabo. B 3HauuTenbHOM Mepe 3TO 00ycloBIeHO oOmmMMU edekTaMmu
3aKOHOAATENBHON MOMUTHKH Poccun B 007acTH HAyKH M TEXHOJIOTHUH,
KOTOpasi «aMOp(Ha MO CBOMM KOHIENTYaJbHBIM OCHOBAM U NPHUMH-
THUBHA MO croco0aM peann3anni, He pPelaeT TIaBHbIX PeabHBIX MPo-
OneM caMoil HayKH... cnabo OpHEHTHPYET HayKy Ha... IPEOAOJICHHE
y)Ke KPUTUYECKOr0 TeXHOJormueckoro orcraBaHus» [14]. Ipomomkas
3Ty MBICIIb, TJIABHBINA PEAAKTOP JKypHAIA «YTIpaBJIeHUE HAYKOW: TEOpHs
u npakTtuka» E.B. CeMeHOB MoguepKHUBaET, YTO )KU3HEHHO HEO0XOIH-
MBI cefiuac CTpaHe HayYHO-TEXHOJIOTHUECKHH MPOPHIB HEBO3MOXKEH
0e3 pelieHHs 3acTapenbix MpoOJieM POCCHICKOW HayKH, KOTOpBIEC B
COBOKYITHOCTH 00pa3yloT CBOEro pojaa OepMyICKHH TpeyrojbHHK:
«...Heno(UHAHCHPOBAaHHE BO MHOTOM OOBSCHSIETCS HEBOCTPEOOBaH-
HOCTBIO, OTCYTCTBHEM IUIATEKECTIOCOOHOTO cripoca Ha Hayky. [limoxoe
yIpaBieHHE CO3AaeT yCIOBUS Il OTCYTCTBHSI CIpoca Ha HaykKy. Hus-
Kasg (uHaHCOBAasT W MaTepUaIbHO-TEXHHUYECKas OOeCHeYeHHOCTh, B
CBOIO Ouepeflb, HaJlaraeT OrpaHUYEeHUsI Ha BO3MOKHOCTh KaueCTBEHHO-
ro ynpasieHus»[14].

Cka3aHHOE O3HAayaeT, YTO CO3JaHHE HAIJICKAIIUX TMPABOBBIX
YCIIOBUHN IJISi pa3BUTHSI UCCIICNOBAHUN B O0JIACTH T€HOMHOW METUIIH-
HBI TpeOyeT COBEPILCHCTBOBAHUS BCEro 3aKOHOJATENbCTBA O HAyKe U
npexzae Bcero naBHo ycrapepmero ®3 «O Hayke M rocyaapcTBEHHON
Hay4HO-TexHuuYeckoi noiutuke» ot 1996 r. B 2019 r. [IpaButenscTBOM
P® Obin BeIHECEH Ha oOmiecTBeHHOE 0bOcyxaeHne npoekT O3 «O Ha-
YYHOH M HAyYHO-TEXHUYECKOU NeATEIbHOCTHU», KOTOPBIA OBLI MOJI-
BEPTHYT JIOBOJIBHO JKECTKOW KPUTUKE CO CTOPOHBI Hay4HOH oOIe-
crBeHHOCTH [15]. B utore npoekt ObUT OTO3BaH M HA TAaHHBIH MOMEHT
ero cynp6a Hem3BectHa. OHO U3 HambOolee Cephe3HBIX HAIPaBICHUI
KPUTHUKH OBUIO CBSA3aHO C TEM OOCTOATENBCTBOM, UTO MIPUHSTHE 3aKOHA
0 Hayke 0e3 BHECEHUS M3MCHCHUH B OFOJKCTHBIN, TPaXKJaHCKHMA, Ta-
MOKEHHBIH, HAJIOTOBBIM, TpyIOBOM U Ap. KoJekchl Poccuiickoit ®ene-
paunu, B (pemepanbHbIE 3aKOHBI O TOC3aKYIIKaxX, O TOCYIapCTBEHHOM
TaiiHe, a Takxke 0e3 GOopMHUPOBAHMS MPUHIHUIIUAIEHO HOBOM KaJlpoOBOI
MOJIMTUKY B cdepe yrnpaBieHUs HaAyKoH, 0e3 BRIpaboTKH HOBBIX (hopm
B3aMMOJCHUCTBHSI C OTCUYECTBECHHBIMH YUEHBIMH, pabOTAaIOIMMH 3a
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pyOexom’, U T.1. He IPUBEAYT K CKONBbKO-HUGY/Ib 3aMETHOMY YIIyd-
mieHuto 1en B cdepe Hayku. M ecnm pocCHiiCKUN PBIHOK, K YHCITY
CepbE3HEUIINX MPOBAJIIOB KOTOPOTO 3KOHOMHUCTBI OTHOCAT HECHOCO0-
HOCTb JIEMCTBYIOIIMX B CTpaHE PHIHOYHBIX MEXaHH3MOB 00ECHEYHTH
HaUTSKAIYI0 MOIepkKKy Hayke [17, c. 379], He mommaercst coBepIeH-
CTBOBAaHHUIO B KpaT4aHIlllie CPOKH, TO HAJ0 BBIBECTH HAayKy U3-TIOA JeH-
CTBUS TIOKA YTO SIBHO Pa3pyLINTENBHBIX ISl He€ PHIHOYHBIX MEXaHU3MOB.

Pemennem npo6aeMbl MOTIIO ObI CTaTh NPUHATHE KOJEKCa 3aK0-
HOB O HAayYHO-TEXHOJIOTMYECKOW IESTENbHOCTH, KOTOPBI Y4YHTBIBAJ
OBl HE TONBKO CIEIU(UKY JaHHOW CQepbl MPaBOBOIO PETYIUPOBAHUS,
HO ¥ OCOOCHHOCTH COBPEMEHHOI'0O MOMEHTA B Pa3BUTHH CTPAaHBI, Tpe-
Oyromell HaydHO-TEeXHOJIOTMYECKOTO MPOphIBa B KpaifHE CXKaThble IO
MICTOPMUYECKHM MEPKAM CPOKH’. B paMKax TaKoro «HayuHOIo KOJEKCa»
WK XOTsI OBl CYLIECTBEHHO OOHOBJIEHHOTO KOMIUIEKCHOT'O 3aKOHA O
HayYHO-TEXHOJOTMYECKOH eSTETbHOCTH U CIEAYeT 3aKPEluTh IpaBo-
BOEC PEryJHpOBaHHUE I'eHETHYCCKUX UCCIICNOBaHUI (IPEeXIe BCEro Hc-
CIICOBAaHMI B O0JAaCTH T'€HOMa 4YEIOBEKa), BBHIICIHB COOTBETCTBYIO-
[IMe HOPMBI B OTAEIBbHYIO TJIaBy. DTO MO3BOJIUT MHBEHTAPH3HPOBATH
HUMEIOIIMeECs] 37IeCh PETyISTUBHBIE PECYpPChl, MPEOAONETh pPa3apoo-
JICHHOCTH B TIPaBOBOM PETYJIUPOBAHHUH, CHITh BHYTPEHHHE IPOTHBO-
peuns, OTOPOCUTH JIMIIHEE U YBS3aTh B HENPOTHBOPEUUBBINA CHCTEM-
HBI KOMIUIEKC BCE CIIENUATbHOE 3aKOHOAATENbCTBO, PErYIHPYIOLIee
OTHOILIECHHUS B c(hepe reHEeTUIECKUX HCCIeA0BaHUH.

BaxHbpIM apryMeHTOM B MOJb3y 000COOJIEHUS] MPaBOBOIO pe-
T'YJIMPOBaHUS PacCMaTPUBAEMOro Kpyra OTHOIICHHI B paMKax 3aKo-
HOJATENBCTBA O HAYKE M TEXHOJOTHSX SIBIACTCS HCKIIOYUTEIbHAS
CJIO)KHOCTBH COTJIACOBAHMS TapaHTUI MpaB YYAaCTHUKOB TAKUX HCCIE-
NOoBaHWHM (MCTIBITYEMBIX) Ha JKU3HB, JOCTOMHCTBO, OXPaHy 370pOBbS,
HENPUKOCHOBEHHOCTh YaCTHOW XHM3HH, JUUYHYIO U CEMEHHYIO TailHy,
c obecrieueHNEM TaKOro MPaBOBOTO PETYIUPOBaHMS, KOTOpoe ObLIO
OBl MaKCUMaJIbHO KOM(OPTHO /7Sl HAYYHO-TEXHOJIOTHYECKOTO Pa3BH-

! B srom orHomenny unTepecen omsit KuTas, rae yxke IaBHO AEHCTBYeT Ie-
Jast CHCTeMa OpPTaHU3AI[IOHHO-TIPABOBBIX MeEp, HANPABJICHHBIX Ha O0YYEHHE JIyYIITHX
CTYJICHTOB 3a PyOeXoM, Ha MOHHTOPHHI 3TOro oOydeHUs W Bo3BpameHne B Kwuraif
yexaBIIUX 3a pyOex creruanucros. IIpu 3ToM Ou3HEC Takke OPHEHTHUPOBAH U CTHMY-
JIPOBAH TOCYAAPCTBOM Ha IPHUBJICUYCHHE M3-3a PyOeka He JICHE)KHBIX MHBECTHIHH, a
YEIIOBEUECKOr0 KaruTajia u Texuonoruii [16, c. 49-52].

2 B macrosimee Bpems B Poccun meiicteyer Gomee 20 Komekcos (€CTb, HATpH-
Mmep, Bommbiii komeke 1 Komeke BHYTpEeHHET0 BOXHOTO TPAHCIOPTa | T.I.). B maHHOIM
CBSI3M BIIOJIHE YMECTEH BOIIPOC: HEYXeNIH cepa HAyKH M TEXHOJOTHH, OT CTCICHH
pa3BUTHA KOTOPOH HAIPSMYIO 3aBHCHT TEXHOJOTHYECKHII CyBEPEeHHTET CTPaHbI, HE
3aCITY)KHBAET CTOJIb JKE€ CEPhE3HOr0 OTHOMICHHS CO CTOPOHBI 3aKOHOAATEIIS?
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TUs B 3TOU chepe. Cremyer yUUTHIBaTh TAKXKE U TO, YTO MPABO3AIINT-
Hasi QYHKIMSA PErYISTOPUKU 34eCh HE CBOAUTCS JIMIIb K TapaHTHAM
MpaB UCHBITYEMBIX. B IPABOBOM 3aIMTE OT OMACHOCTEN M PHUCKOB,
KOTOPBIMU YpEBaTO pa3BUTHE HCCIEJOBAHWHA B OONACTH TEHOMa
YeJoBeKa M CO3[]aBaeMbIX Ha MX OCHOBE TEXHOJIOTHH, HYKAaloTcs Oy-
Iyliye TOKOJEeHHS JIIOACH 1 YeTIOBEUECTBO B LIEIOM KaK eauHasi Onoco-
nuagbHas oouHocTh. TO 00CTOATENBCTBO, YTO U OyIyIIHe MOKOICHHUS,
1 YEJIOBEYECTBO HA JTAHHBIH MOMEHT HE pacCMaTpUBAIOTCS FOpUIUYE-
CKOW HayKOW B Ka4eCTBE CAaMOCTOATENBHBIX CyOBEKTOB, 00JaAal0IIIX
MPaBOBBIM CTaTyCOM, HE OTMEHAET HEOOXOIUMOCTH MPABOBOM 3allu-
THl UHTEPECOB OYAYIIMX MOKOJICHUH U COXpaHEHUsI OMOCOLUATBHOIO
€AMHCTBA YEJIOBEYECTBA. JTO O3HAYAET, YTO HY)KHBI Kakue-TO IOpH-
IYeCKUue KOHCTPYKLHHU, KOTOpbIe ObLIH ObI pPEeleBaHTHBI 3TOMY HO-
BOMY KPYT'y CTOSIIIUX IEpE] MpaBoM 3aaad.

CymiecTBeHHass OCOOEHHOCTh HOPMAaTHBHOTO pPETYIHPOBAHUS
paccMaTpuBaeMoi cdepbl OTHOILICHUN Ha JaHHOM 3Tarle 3aKIio4acTcs
B TOM, YTO MIPaBO 3/I€Ch BHICTYIIAET, CKOpee, B posin (hakTopa, mpensr-
CTBYIOILIETO 3alIUTE OOILICUETOBEYECKIX MHTEPECOB OT YIrpo3 TEXHO-
JIOTUYECKOi nerymanu3anuu [18], mockonbky naeT BO3MOXKHOCTh HC-
CJIEZIOBATENILCKUM KOJIJIEKTHUBAM, UX CIIOHCOpaM M 3aUHTEPECOBAHHBIM
rOCyJIapCTBEHHBIM CTPYKTYpaM CKPBITbCSA OT COLMATIBHOI0 KOHTPOJIS C
MOMOIIBIO TAaKUX IPABOBBIX HMHCTPYMEHTOB, KaK HWHTEIUICKTyalbHas
COOCTBEHHOCTh, KOMMeEpY€ecKasl TaiiHa, TOCylapCTBEHHAs! TallHa U T..I.
Obecnieyenue OonplIel MPO3PayHOCTH B paccMaTpuBaeMoi cepe oT-
HOILIEHUH — 3TO celyac, NO-BUANMOMY, OHO U3 BaXXKHEHIIMX YCIOBUI
JAJIbHEHNIIIEr0 pa3BUTHA T€HOMHUKHU UYEIOBEKA B TE€X HAINPaBJIEHUAX, KO-
TOpBIE CBA3aHBI C pEIaKTHPOBAHNEM HACIIENyEMOI0 T€HOMA.

B nmanHOl cBsi3u cinemyeT OTMETHUTh, 4TO KOHCYIbTaTHBHBIN
komuter BO3 mo pa3paboTke Ti00ambHBIX CTAHAAPTOB KOHTPOJS U
HaJ30pa 3a AEATENBHOCTBIO MO PEAAKTHPOBAHMIO TE€HOMA YEIOBEKA B
CBOHMX IEPBBIX PEKOMEHAANUsX, BeimynieHHbIX B 2021 r. [19], npen-
JIOKHJT CO3JaTh OPTraHU3AlOHHO-TIPABOBBIE YCIOBHUS sl UH(OPMH-
poBanus BO3 o npoBeaeHnH He3aKOHHBIX, HEATUYHBIX HIIM Hebe3omac-
HBIX UCCIIEIOBAHUHN B pycie WJeH MPOABMKEHUS KYJIbTYPHI OTKPBITON
Hayku. Komurer pekomengoBan Otaeny Hayku BO3 BosrinaButs pado-
Ty 110 ()OPMHPOBAHUIO MEXaHU3MOB WH(POPMUPOBAHHS O TAKOTO poja
UCCJICIOBAHUAX, KOTOPBI BKIroYan Obl B ceds: «1) 4eTkyro cucremy
OTYETHOCTH; 2) TPO3PAYHBIA MPOLECC pacCieNoBaHus; 3) MOJICPKKY
W 3alIMUTY TeX, KTO BeIpaxkaeT OecrokoricTBo» [20, c. 89].

Ompit, KOTOpBIH OyzmeT HakoruieH BO3 B nene co3naHus MexIy-
HapOAHBIX MEXAHM3MOB MOAJEPKKHU M 3alUTHl YUEHBIX B MUX CTpEMIIE-
HUM NPOTHUBOAEHCTBOBATH OMIACHOMY Pa3BUTHIO HAYKH U TEXHOJIOTHI B
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cdepe TeHOMHBIX UCCIIEAOBAaHUHN M TEXHOJIOTHI, TOTpeOyeT N3ydeHus
C LIETIbI0 BO3MOXXHOCTH €r0 yueTa B POCCHHCKOM 3aKOHOAATEILCTBE.
C npyroii cTopoHsl, AeaTenbHocTh BO3 B 3TOM HampaBleHUH HYXJa-
eTcd B aHalM3€ TaKKe M C MO3WIUI HallMOHAJIbHOW 0e30macHOCTH
Poccun. fBHoe crpemnenne BO3 B3saTh Ha cebs Te pyHKUIUM O BBI-
paboTKe MEKIYHAPOIHBIX HOPM «MSITKOTO TPaBa», KOTOPBIC IO CHUX
MOp OCYIIECTBIISUIO MEXIYHAPOAHOE HAyYHOE COOOIIECTBO B JIHIIE
CBOUX CaMOYIPaBIIEMbIX HHCTUTYTOB, TPEOyEeT OCMBICIICHHUS B CBETE
TOTO OOCTOSITENBCTBA, YTO TEXHOJIOTHH PEAAKTHPOBAHHS reHOMa de-
JIOBEKa OTHOCATCS K TEXHOJNOTHAM JBOMHOro HasHaueHus. [lo mepe
TOT0, KaK pa3BUTHE T€HOMUKH 4eJIoBeKa OyJeT Bce IIIOTHEE CBA3AHO
¢ nmpoOieMaMH HalMOHAJIBFHOW O€30MacHOCTH, TOCYAapCcTBa B HOBBIX
peanusix >KecTKOH IeOnoMUTHYECKON KOHKYPEHIIMH OYAYT CTPEMHUTh-
Csl K POBEJCHUIO CaMOCTOSITENBbHON 3aKOHOAATENbHON MOJUTHKHU B
nanHoi cdepe. Ho B mobom cimydae HeoOX0AUMO, YTOOBI IPEeICTaBH-
TEIW POCCHHCKOr0 HAaYYHOTO cOOOIIEeCTBA MOIJM Obl NMPUHUMATDH
yJacTHe B BIpaOOTKE TeX MEKIYHAPOIHBIX MPABHI, HA KOTOPbIC OHH
T'OTOBBI OPHEHTUPOBATHCS B CBOEH EATENbHOCTH.

OueBuHO, YTO HamboJiee MOJHOE COTJIACOBAHUE CTOJIb Pa3HO-
HampaBJICHHBIX MHTEPECOB BO3MOXKHO JIMIIL B paMKax €IWHOTO KOM-
IUIEKCHOTO HOPMAaTHUBHOI'O aKTa, KOTOPHIM oOecreunBas Obl MaKCH-
MajibHbIE TapaHTHH MpaB BCEX YYACTHHUKOB OTHOLICHHH B cdepe
TeHOMHOW MEIHMLIHMHBI U 3aLIUTY KOHCTHUTYIHOHHO-IIPABOBBIX IICH-
HocTell obmero Onara. Ha nanHoMm sTtame oco0oe BHUMaHHE, IO-
BUAMMOMY, JOJDKHO OBITH YAENEHO COINIACOBAaHMIO MHTEPECOB HCIIBI-
TyeMBIX C HHTEpecaMy OOLIecTBa MO Pa3BUTHIO HAYKU U TEXHOJIOTHH.
TpyaHocTH, KOTOpBIE MIPU 3TOM MPEICTOUT MPEOJONETh, MOKHO TpoJe-
MOHCTPHPOBATh Ha PHUMEPE TOT0, KaK aHAJIOrWYHAas MO CBOEW CYTH Mpo-
Ornema permaercss B T7100aJIbHOM MPOCTPAHCTBE MEIUKO-OMOIOrHYECKHX
Hay4YHBIX HCCJIECHOBaHMM, TIe aKTHUBHO (OpMHUpYETCsl Takas HOBas
cdepa TPyIOBOH NEATENBHOCTH, KaK KIMHUYECKUN TPYH, CBSI3aHHBIN C
ydacTueM J0OPOBOJIBIIEB B IPOBEACHUH KITMHUYECKUX SKCIIEPHMEHTOB.

[lepBrie MacmTaOHBIE HCCIEIOBAHUS C IIUPOKUM MPHUBIICYCHU-
eM JI0JIe B KadecTBE OOBEKTOB MCCIECIOBAHUS OCYILECTBISUIUCH, KaK
W3BECTHO, «HA MAIMEHTaX MCUXUATPUUCCKUX OONBHMII M 3aKJIIOYCHHBIX
B TIOpbMax, B pe3yibraTe uero, Hampumep B CILIA, Bo3HHKIA Takas
¢dopma opraHuzalyy, Kak TIOPEMHO-aKaJeMHUYECKUI TPOMBILLICHHBIH
KoMIuieke» [22, c. 41]. OmHako mocie cepuu CKaHAAIbHBIX pPa3o-
Oonauenuit ¢ cepenuabl 1990-x romoB 3HAYUTENBHBIA 00bEM HayYHBIX
WCTIBITAHUN HOBBIX JIEKapCcTB OBLT IepeHeceH B CTpaHbl BocTouHoit
EBponsl, Jlatuackoit Amepuku u Aszun. Ha caiite «Ynpasnenue 3apa-
BooxpaneHueM P®» onmy6nukoBana crates C. [ax «/lenokanuzanus:
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KJIMHUYECKUE WCHBITAHUS JIEKapCTB Ha O€mHSAKaX IUIAHETHI», Tepere-
vyatanHas u3 razerel Le Monde diplomatique 3a 2005 r., B kotopoii
MPUBOJSATCS BBHIPA3UTENbHBIC TaHHBIC O 3a4acTyi0 (PMKTHBHOM Xapak-
Tepe J0OpOBOIILHOTO MH()OPMHUPOBAHHOIO COIJIACHS HCTIBITYEMBIX Ha
ydacTre B MOAOOHBIX SKCIEPHUMEHTAX, O HEONPaBIaHHOCTH PUCKOB, O
HEIOCTaTOYHOM peryIaMEeHTallul KIMHUYECKUX OIBITOB, O CIy4asx Hc-
MBITAaHHUS TPEnapaToB Ha JIOAIX A0 TOTO, KaK UX 0e3BpeIHOCTH Oblia
noka3aHa Ha KMBOTHBIX [23]. [Ipu ydere 3TOro ombita BHYTPH CTPaHbI
Ba)KHO, IOMUMO 00€ecIiedeHHsI BEHICOKOTO YPOBHS HH(POPMUPOBAHHOCTH
YYaCTHUKOB 3KCIIEPUMEHTOB M T.H., pa3padaThlBaTh CICHHATIH3IUPO-
BaHHBIE (DOPMBI OTBETCTBEHHOCTH 3a HApYIICHHWS MpaB dYelOBEKa B
nanHoi cepe. [Ipu 3TOM npeacTaBisieTcs HEOOXOIUMBIM IPOBEACHUE
B MacmTabax CTpaHbl CEPUU COLMOIIOTHYECKUX UCCIECIOBAaHUN (BKITIO-
Yamux B ceOs OMpochl MalMeHTOB-UCIIBITYEMBIX, Bpaueil 1 He3aBU-
CHMBIX JKCIICPTOB), KOTOPBIC MMO3BOJWIN OBl BHISBUTH BO3HHKAIOLINE
37ech IOPUIUYECKH 3HaUYMMBbIE MPOOIeMbl, a Takxke Hanbosee mpruem-
JIeMbIe Ui HCHBITYEMBIX CIOCOOBI KOMIIEHCAMH TMpeTeprieBaeMbIX
VMU PUCKOB U TSTOT.

Urto kacaercss 0003HAaYEHHOH BbIIIe MPOOJIEMBI COTJIacOBaHUS
3a1a4d Mo 00ecreueHNI0 HayYHO-TEXHOJIOTHUECKOro nporpecca B 00-
JIACTH TEHOMHUKH YeJOBEKa C MPaBOBOW 3aIIUTON OyIyIINX MOKOJIe-
HHUH 00l U YeI0BeYeCTBa KaK €IUMHOH OMOCOIHAILHON OOIIHOCTH,
TO OHa aKTUBHO 00OCy)KJaeTcs ceddac B paMKax IUCKYCCHH MO TOBO-
Iy BO3MOXKHOCTH, HEOOXOJMMOCTH M IIeIeCO00pPa3sHOCTH PEdaKTHPO-
BaHMS T€HOMA YEJIOBEKa, MMPU KOTOPOM M3MEHEHUS T'eHOMa NepenaroT-
csi OyIoylIMM TOKOJEeHUsM. B meHTpe OucKyccHil — BOIPOCHI O TOM,
SIBJIAETCS JIN TAKOE€ T'€HETHUYECKOE PENaKTHPOBAHUE HENIPUEMIIEMBIM B
OpUHIUIE, OO MPEKIEBPEMEHHBIM, 1 B KaKOW Mepe MOXKHO MOWUTH
Ha PHUCKU KIMHUYECKOTO MPUMEHEHMS TEXHOJIOTHH PEIaKTUPOBAHUSA
HacJeqyeMOoro reHoMa, UCXo[s U3 BO3MOXKHOCTH IepepacTaHus Jiede-
HUA B anTpen]. 31ech HyKIaTcd B NIPaBOBOM 3aIlUTe, C OJHON CTO-
POHBI, HHTEPECHI JIIOJIEH, ISl KOTOPBIX PEAAKTUPOBAHHUE HACIETYEMO-
ro T€HOMa — 3TO JKU3HEHHO BaXKHBIM IIAHC Ha POXKIEHUE 370POBOTO
pebenka, a, ¢ Apyroi — oOIIe3HAYUMBbIE UHTEPECH], CBS3aHHBIE C CO-
XpaHeHHueM OMOCOIMAIBHOTO EAMHCTBA YeTIOBEUECTBA.

C no3unuil mMpaBOBOTO MOAXOJAa MCKIIOYHUTENBHASA CIIOKHOCTh
pelieHns 3Tod MpoOJaeMbl OOYCIOBIIEHa ABYMS OOCTOATEIBCTBAMH.
[Ipexnae Bcero, cieayer OTMETUTD, YTO 34ECh MOTPEOYETCsl PEryInupo-
BaHME Ha MEXIYHApPOIHOM YpPOBHE OOLICIUIAHETapHOro MacmTada:
HOpPMAaTUBHBIE OrpaHUYCHHUs Mepexoja «HayKa — MEOWIMHA» Ha Ha-
LMOHAJIFHOM YPOBHE MJIM Ha ME&XIYHApOAHOM YPOBHE PErMOHAIBHOIO
MaciTada «He HMEIOT CMBICHA, TIOCKOJIBKY TEXHOJOTHH, CO3JaHHbIC B
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3THX CTpaHaxX, paHO WM MO3JHO MOMajaloT B “Hay4yHble OQIIOPHI”,
OTKyZa OBICTPO PacIpOCTPaHSIOTCSA MO OCTadbHOMY MuUpy» [24, c. 10].
Bropoii MOMEHT cBsizaH ¢ emle OONBUIMMHU TPYAHOCTSMH MPHUHIUIIN-
IBHOIO XapakTepa. B Bompoce 0 KIMHUYECKOM MPUMEHEHUH TEXHO-
JIOTMH pEeJakTHPOBAHUS HACIEAyEeMOIro I'eHOMa Mbl MMEEM JEJ0 He C
OOBIYHBIM TIOMCKOM IIPaBOBOI'0 OamaHca MEXAy OnaroM WHAMBHAA U
o0mecTBa, Mpy KOTOpoM oO1iee 0J1aro BEICTYIAET B KAUECTBE YCIOBHS
6nara xaxxgoro. [Ipobiema B TOM, YTO A7 3aIIUTHI HHTEPECOB U Onara
Bcero obuiecTBa B JaHHOM Cilydae HEOOXOAWMO BBIMTH 3a TPaHHUIIBI
MPaBOBOT0 MOJX0Ja M MOCTYNHUTHCS MPaBOMEPHBIMU WHTEPECAMH OT-
JEeTbHON COLMAIbHOM TPYIIBl JHI C «HEYAOOHBIM» TE€HETHYECKUM
CTaTycoOM. APryMeHTHI, COTJIacHO KOTOPHIM peub 3/1eCh UAeT 00 OTHO-
CHUTEIILHO HEOOJBIION TpymIe JHll, W B MOJABIISIONIEM OOJNBLINHCTBE
cilydaeB 1mofo0HbIe POOIEMBI MEAUIIMHA MOYKET PEIIUTh MHBIM CIO-
coGoM’, ¢ MPaBOBOIl TOUKM 3PEHHS HEKOPPEKTHBI: KaJCObI MMEET
npaBo Ha MeguuuHCKyro nomoins (4. 1 cr. 41 Koncturymuu P®), a
TaKXe MpaBO Ha MOJb30BaHHE pe3yJabTaTaMH HAYYHOTO Iporpecca u
UX MPAKTHYECKOro mpuMeHeHust (1. «b» c1. 15 MexayHapoaHoro makra
00 SKOHOMHYECKHX, COIIMAJIBHBIX M KyJIbTYPHBIX NpaBax). [lo-Bummmomy,
9Ta KaueCTBEHHO HOBasi CUTyaLlsl TpeOyeT MepeOCMbICIICHHS POIU TIpaBa
W €ro MecTa B CHCTEME COIIMOHOPMAaTHBHOM PEryysiiH Ha COBPEMEH-
HOM 3Tare pa3BUTUS TEXHOTEHHON LIWBUIIN3ALIH.

B Hacrosmee Bpemsi ecTh LENbIi psii IPU3HAKOB TOTO, YTO Me-
KIYHAPOAHOE MEIUKO-OMOIOrMYECKOe COOOLIECTBO, KOTOPOE IOKa
elle SBISACTCS TIaBHBIM CYOBEKTOM MPAaBOBOTO PETYJIMPOBAHUS B STOM
cdepe, B LETOM CKIOHAETCS K OCTOPOKHOM CMEHE PEeryiasTHBHOM ma-
PagUrMbl OM HENpaso6o20 No CE0el Cymu 3anpema Ha peoaKmuposd-
HUe Hacleoyemo20 2eHOMd — K NpAaBOGbIM O2PAHUYEHUAM HA MAaKoe
pedakmupoganue, OCyLIECTBIIIEMOE B MEAUIMHCKUX HeaIX. C Touku
3peHUs TpaBa 3TO €AWHCTBEHHO BO3MOXKHBIA IyTh. IPYrodl BapHaHT
pemieHus mpoOyieMbl O3Ha4ald Obl OTKa3 OT CYIIHOCTHOTO IPaBOBOIO
OpUHOHNA GOPMANTBHOTO PaBEHCTBA JIIOZEH B MX CBOOOJAE B OIHOM H3
BaXHEHIINX HAINpPaBICHUN COBPEMEHHOTO TEXHOJIOTMYECKOTO pa3BH-
THSI U CO3JaHUE TpelefeHTa Uil peryJupoBaHus B cepe MHBIX Ha-
npasinenniit HBUK-rexnonoruit. [{ns peanusanum Takoro noaxona He-
00XOIMMO TMepeBecTd MpoOJeMy COOTHOLICHWs Onara MHIMBHIA H
obmero Gnara, BBIpaKEHHOI'O Yepe3 KOHIENT MpaB OyAyIIUX MOKOJIe-

! 31y TouKy 3penms orcTamBan, B 4acTHOCTH, mpodeccop aKyIbTeTa MOTEKY-
JSIpHOH M KJIETOYHOH Omonmormm yHuBepcurera mrara Kamudopaus @.J1. YpHoB Ha
cocrosiBureiicss B MockBe B okTsi0pe 2020 r. koHdepeHimn «BHOITHKA M TeHETHKA:
BB130BbI XX Beka» [25].
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HUH, B IPaBOBYIO IUIOCKOCTE. YTOOBI OT AeKiIapaluii 0 BaXKHOCTH «CO-
NEUCTBHUSA Pa3BUTHUIO CONMIAPHOCTH MEXKIY IMOKOJEHUSMHU paau Co-
XpaHEHHUs 4YENOBEYECTBA HAa BEYHBIC BPEMEHA», O HEAOIMYCTUMOCTH
HUKAKHX TOCATATEIBCTB Ha CYILECTBO M (POPMBI UETOBEUECKON KUZHI»
[26] 1 T.1. mepelTH K HOPMATHBHO-TIPABOBOMY PEryJIHPOBAHHUIO, HAJIO
MPEATIOKHUTD IOPHINUECKYIO0 KOHCTPYKIHUIO MTPaB OyIyIIHX MOKOJICHUH,
T.€. BBECTH JaHHBII KOHIIETIT B PYCJIO MPaBOBOrO MPUHLIKMA (HOPMaIb-
HOTO paBeHCTBa. B HacTosmmii MOMEHT mpoOiieMa HyKIaeTcs B Cepb-
e3H0H (hrtocohcKkO-TPaBOBOM 1 IOPHIMKO-IOTMAaTUIECKON POpaboTKe.

3. Co31anue OPraHu3alHOHHO-TIPABOBBIX YCJIOBH I
JJIS1 Pa3BUTHSI TEHOMHOH MeIUIMHBI KaK 00/1acTi
NMPAKTHYeCKOr0 3APaBO0XPaHeHUs

[IpuMeHnTENBHO K 3a/la4aM Pa3BUTHS TEHOMHOW MEIUIIUHBI KaK
cepbl IPaKTUIECKON AeATETHHOCTH KOHCTUTYLIMOHHO-TIPABOBOW IO~
XOZI K COTJIACOBAHHUIO Pa3NIMUHBIX 3aJeHCTBOBAHHBIX 3[€Ch MHTEPECOB
CBSI3aH MPEXKIE BCEro ¢ KOHKpeTH3aluen 3aKperieHHoro B cT. 7 KoH-
ctutyuuu PO monoxeHus: o couualbHOM XapaKTepe POCCHICKOro To-
cyaapcTBa. B yacTu peanuzanuy KOHCTUTYLHOHHOTO NPWHIIMIIA COLH-
JIBHOIO TOCYJAapCTBa TJIABHBIM BOIPOC, Ha KOTOPBIA HaJO0 OTBETHTH,
3BYYHUT Tak: B KaKOH Mepe pa3BUTHE T€HOMHON MEAWIUHBI OyAET CHo-
cOOCTBOBaTh MOBBIMICHHIO COLUUAIBHON 3alIUIEHHOCTH TpPakIaH B
o0nacTy oXpaHsbl 37J0pOBHA?

3akpensieHHas B LENOM psijie IPOrpaMMHBIX TOKYMEHTOB OpU-
GHTalMsl Ha TMEPCOHAIM3MPOBAHHYI0 TCHOMHYIO MEIULHMHY Kak Ha
BOKHEHMIIMI 3J€MEHT HOBOW MapaJurMbl 3paBOOXPaHEHUS, C OTHOHN
CTOpPOHBI, OTKPBIBAET OYEHb 3aMaHUYMBBIC MEPCIIEKTHBEI M BIUCHIBACT-
csl B TTIaBHBIN TPEHJ pa3BUTHUSI COBPEMEHHOM MEIULIMHEL, a C APYTroil —
HeceT B cebe JAOCTaTOYHO Cepbe3HbIe PUCKU IucOalaHca YacTHBIX U
MyOIUYHBIX WHTEPECOB, HAa KOTOpPhIE 0OpamaloT BHUMaHUE psif OTeue-
CTBEHHBIX M 3apyOEXKHBIX CIIEMaINCTOB. B poccuiickoM MeauuH-
CKOM COOOILECTBE HE BCE COIIACHBI C TAKMM BBIOOPOM CTpaTEerHH pas-
BUTHS MEIMIIMHBI Ha OMKaiinnyro nepcnektuy [27, c. 63]. [To MEeHUIO
HEKOTOPBIX CIENUATNCTOB, HA JAHHOM 3Talle 3TO He AaCT 0XKHUIAEMOTr0
pe3ynbTaTa W JIMIIb OOECKPOBUT WHBIC HAIPABICHUS MEAWIIUHCKON
nearensHOCTH. s poccuiickoro odmecTBa 3Ta mpodjaeMa CTaHOBUTCS
0COOCHHO aKTyaJIbHOH B YCIIOBHAX COBPEMEHHBIX peaiuii, TpeOyroImux
MOOHMITM3AI[MH OTPaHUYEHHBIX PECYpPCOB BO BCEX JKM3HEHHO Ba)KHBIX
cepax.

B 3apyOexxHoll nuTepaType Takke oOpaimaercs BHUMaHHE Ha
TO, YTO F'eHEeTUYeCcKass MEIUIIHA MOJKET BBITECHATH OOJiee HAaCyLIHbIE
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NOTPeOHOCTH OOIIECTBEHHOTO 3paBOOXPAHEHMs B MHTEpecax Haubo-
Jiee 00ECTIeYeHHON YacTh O0IIECTBa M B yIIepO MIMPOKUM CJIOSIM Hace-
nenus [28, p. 37-38]. 3nech MBI crankuBaeMmcs ¢ Gosee oOmIeH Tpo-
OneMoii, KOTOpyI0 MHOTa (POpMYIHPYIOT KaK CBOETO Poja MapasoKc:
MEAWIMHCKHE TEXHOJIIOTWUH, M3HAYaJbHO MPH3BAaHHBIE CrIaauTh OWo-
JIOTHYECKOE HEPABEHCTBO, MPUBOASAT K MOSABICHUIO HOBBIX (POPM COLIU-
QIBHOIO HEPAaBEHCTBA, YTO XOPOIIO BUAHO Ha NpUMeEpe BCIIOMOra-
TENBHBIX PENPOAYKTUBHBIX TEXHOJOTHH, pa3pacTalouMics pPHIHOK
KOTOPBIX YCHJIMBAET COLMAIBHOE HEPABEHCTBO B OYEHb UYBCTBUTEIb-
HOM JUIs1 JIIOZIeH BoIpoce Mpoaobkenus poaa [29, c. 180].

OnHako CTOPOHHUKHM Pa3BUTHS B CTOPOHY NEPCOHATM3UPOBAH-
HOW TEHOMHOW MEOUIMHBI UCXOISAT M3 TOTO, YTO B PaMKax MMEHHO
COLIMAJIBHOTO TOCyIapcTBa MOXKET M JOJDKHAa OBITH BOCTpeOOBaHa
CTpaTerus nepexoja «K MeIulIHHe, Oa3upyromeics Ha IepcoHaTu3u-
POBAaHHOM, MPEAUKTUBHO-TIPEBEHTUBHOM M MAPTHLMIALMOHHOM IOJ-
Xozax, OO0eIAoInX PEBOJIOMHOHU3UPOBATE BCIO MEAWUIUHCKYIO
npaktuky» [30, c¢. 13-14] u BHeCTH MO3UTHUBHBIC IJIsl BCErO OOIECTBA
W3MEHEHHUsS! HE TOJNBKO B CHCTEMY 3ApaBOOXpaHEHHs, HO U B oOpa3
XKHU3HHU TPakJaH, SKOHOMHKY MEIUIHMHBI U T.1. B monb3y reHomHoit
MEAUINHBI KaK CTPaTern4ecKoro HarpaBieHUs! Pa3BUTHS POCCHIICKOTO
3IpaBOOXpaHEHHsI TOBOPUT U TOT (PAaKT, 4TO, KaK MOKa3bIBAIOT COBpE-
MEHHBIE UCCIIEIOBaHMsA, «Bce O0JIE3HHU YENOBEKa TaK MM HHAYe CBs3a-
HBI C TEHOMOM, TOJIBKO OZ[HA TPYIIA SBJISETCS CICACTBHEM JedeKra B
CTPYKTYype TeHa, a apyras sBISETCS HapyIICHUEM PEeryJsLuH dKCIpec-
cun reHoB reHoma» [31, c¢. 193]. M xoTs naneko He BCe OKHAAHUSA,
CBSI3aHHBIE C TEHOMHOW MEAMLMHON, K HACTOALIEMY BPEMEHH OIpaB-
JaliiCh, @ HEKOTOpBIE OOEIIaHUsI TeHETHKOB, BO3MOXKHO, OBUTH | TIpe-
yBEIMYEHBI (KaK 3aMETWJI W3BECTHBIH POCCHIMCKUI OHOMH(pOpMATHK
M.C. I'enbann, «eciu ObI cHacTbe HE OOCIIANH, TO JCHEr Obl HUKTO
He naim» [32]), TeM He MeHee MepCOHaTN3UPOBAHHBIN MOIXO/ K AUarHO-
CTHKE, Tepaluu, NPOPUIAKTHKE U MOAOOpPY JIEKAPCTBEHHBIX CPEICTB —
3TO yXe HE TOJBKO MEPCIeKTHBA, HO U PEANbHOCTh, IPUHOCSILAS BaX-
HBIC TO3UTHBHBIE pe3ynbTaThl [33].

Hapsiny ¢ »TuMm pa3BuTHEe T€HOMHOW MEOUIMHBI MOPOXKIAET U
PSA MHBIX MpoOJieM, CBA3aHHBIX C COIMIACOBAaHMEM Pa3IMYHBIX COLH-
IBHBIX MHTEPECOB, PELICHHE KOTOPBIX TaKKe HEOOXOOUMO HCKATh B
pyciie KOHKPETU3alui KOHCTUTYLIMOHHOT'O TIOJNIOKEHHSI O COLIMAIbHOM
XapakTepe pOCCHICKOro rocygapcra. Tak, Begylue MpeicTaBUTEIH
MEINKO-OHOIOTHYECKOT'0 COOOIIECTBA yXKe JaBHO TOBOPST O HEOOXO-
JUMOCTH BKIIOYUTH B cTanAapTel OMC npenMInIaHTalroOHHYIO TeHe-
TUYECKYI0 JUAarHOCTHKY 3MOPHOHOB MPU HAJIWYMU COOTBETCTBYIOLIHX
MEJIMIIMHCKUX TMOKa3aHui. Takas mpakTUka MPHUHSTA YK€ BO MHOTHUX
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CTpaHaX, OIHAKO y HAC MpolleMa 10 cMX mop He pemena’. Mexy
TEM, €CJIM JJIsl CeMei CTOMMOCTB TPOIEAYPhl OY4eHb BBICOKA (IPU OT-
CYTCTBHH TapaHTHii, 4TO OEPEMEHHOCTh HACTYIIUT), TO JUIS TOCY/IapCTBa
CpeacTBa, HEOOXOAWMBIEC AJISI OIUIATHI COOTBETCTBYIOLIMX IPOLEIYD,
cKopee Bcero, OyIyT HUXKE TeX COBOKYIHBIX PAacXOlI0B, KOTOPbIE U3-3a
HEIOCTYITHOCTHU JUIA TpaKIaH NMPEUMIIIaHTALIMOHHON T€HOIUarHOCTH-
Ki TpeOyroTcs sl CHMITOMAaTHYECKOrO JICUEHHS TKEI0OONbHBIX
JleTell, BBIIIATHI COOTBETCTBYIOIMX T10COOMH, meHcuit u T.a.° B ro-
OoM cilydae ecTh JOCTaTOYHO OCHOBAHHWN T'OBOPUTH O HEOOXOJUMOCTH
novcka OajlaHca YacTHBIX W IMyOJMYHBIX MHTEPECOB B 3TOM BOIpOCE
ITyTEM BKJIIOUEHHS TAHHOTO BHUJA TEHETHMUYECKON ITUarHOCTHKH B CHUCTE-
My OMC.

Ecnu mox 3TuM yrioMm 3peHus paccMaTpuBaTh NPEATIOKEHHS O
BKiroueHH0 B OMC (1o mpumepy Takux crpaH, kak Jlanus, benbrus u
CuHramyp) Ipyroro Buaa IeHETHYECKOW TUArHOCTUKH — HEUHBA3WB-
Horo npeHatanbHoro tecrupoBanust (HUIIT), To 3nech BOZMOXHOCTD
JOCTHXEHHUsl OallaHca pa3InYHBIX COLUAbHBIX MHTEPECOB AAJCKO He
ctonb oueBuaHa. U xors HUIIT siBnsercst Ge30macHBIM U TIPOCTHIM
METOJIOM, TNPENOCTABISAIONNM «BO3MOKHOCTh MENHUIMHCKOMY CIIe-
OUATUCTY U OyAYyIIMM POAUTENSM BBHICTPOUTHh WHAWBUAYaTbHBIN TUIaH
BeneHus: oepemenHocTi» [35, c¢. 35], a ero pe3ysiabTaThl Ha BBISBICHUE
cunapomos Jlayna, OnBapaca u Ilatay myudie, uem y TpaaULIMOHHOTO
KOMOMHHMPOBAaHHOI'O TECTa, MPOBOAUMOro B pamkax cucteMbl OMC,
TeM HE MeHee NPOTUB TOCYAAPCTBEHHOro (PMHAHCHPOBAHHS TaKOTO
TECTHPOBAHMS BBICTYIIAIOT T€, KTO OMACAETCS POCTA YHCia abopToBS, a
TaKXe HEeKOTOpBIE cOO0IIecTBa POIUTENEH, YbH JCTH CTPAAalOT IreHe-
TUYECKUMH 3a00JICBaHUSAMH, CUUTAIOLINE, YTO TaKas rocyJapcTBEHHas
MOJIMTHKA HOCHIIA Obl HEWHKJIFO3UBHBIN XapaKTep MO OTHOLICHUIO K HX

! 310 mammo orpaxkenue B [Ipukaze Munucrepcrsa 3npaBooxpanenusa PD ot
31.07. 2020 r. Ne 803w (1. 20), rme 3aKpeIuIeHO TOMIOKEHIE O TOM, 9TO IIPH BBIMOHE-
HHUH 3KCTPAKOPIOPATFHOTO OIUIOJOTBOPSHHUS B PAMKaX TEPPUTOPHATIBHOM ITPOrpaMMEI
00513aTeJIFHOr0 MEAUIMHCKOTO CTPAaXOBaHUS MNPEHMIUIAHTALMOHHAS TeHEeTHYEeCKast
JIMaTHOCTHKA TPU HAIWYUH ITOKA3aHWH OCYIIECTBIISICTCS 3a CUET JHMIHBIX CPEACTB U
HHBIX CPEACTB, IPEIYCMOTPEHHBIX 3aKOHOATEIECTBOM.

2 O 3HAYCHUH [IPOBIEMBI FOBOPHT TOT (haKT, 4T0 5% HOBOPOKICHHBIX BO BCEM
MHpPE UMEIOT T€ MM HHbIC TeHETHYECKUE HapyIeHus], npy 3ToM nout 30% KoeuHoro
(doHIa METCKMX CTAIMOHApOB B CTPAaHAX C Pa3BUTHIM 3PAaBOOXPAHCHHEM 3aHSITO
GONBHBIMH C HACJIEACTBEHHBIMH M BPOKICHHBIMH 3abomneBanmsimi [34, c. 8].

8 JIOTIONTHUTENBHYIO aKTYaIbHOCTh 9TOH IpobiieMe MpUIaeT TO 0O0CTOSTENBCTBO,
gro B pamkax HUIIT mMoxxHO yxe Ha IeBATOH Henelne ¢ OONBINOH CTETIeHBIO BEPOSITHO-
CTH OIPEACIUTH oM Oymymiero peOGeHKa, U MpH 3TOM Y KEHIIUHBI, COTIACHO POCCHUii-
CKOMY 3aKOHOJATEIbCTBY, €CTh €IIe TPU HEIENH, YTOObI ClIeNnaTh adopT 0e3 MeIUIIH-
CKUX IOKa3aHUIL.
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nersim. C apyroit cTopoHsl, yueHbsle U3 HupepianaoB, KoTopeie mpo-
BEIM HAa BTy TEMY CIENUalbHOE HCCIECIOBAaHUE, M3YYHUB apryMEHTHI
«3a» U «IIPOTUB», IPUIIN K BBIBOAY, yTO KoMMepunanuzauus HUIIT
HE CIOCOOCTBYET PENpPOLYyKTUBHOW aBTOHOMHH KCHIIMHBI U SBIISIETCS
HECHPaBeUTUBOI ¢ colManbHON ToukH 3peHus [36, p. 194-198]. Ilpu-
MeHUTEeNbHO K Poccum, mepen rocyaapcTBOM CTOST ceddac 3aladd,
CBSI3aHHBIE C PACYETOM MEIUIIMHCKOM M SKOHOMUYECKOH 3¢ (heKTHBHO-
ctu HUIIT, onpeneneHneM mecra 3TOro BHAAa NMPEHATAIBHOTO CKpH-
HUHTa B CUCTEME MEAMLIMHCKON MOMOIIM OEpEeMEHHBIM XECHIIMHAM U
0003HaYCHHEM BO3MOKHBIX UCTOYHUKOB (puHaHCHpoBaHust [37].

Hpyras rpymnmna npo6ieM TeHOMHOW MEIUIMHBI, HYXAAI0IIascs
B KOHCTUTYLHOHHO-TIPABOBOM aHaJM3€, BKIIOYAET B ceOsi OTIeIbHbBIE
CTIOpHBIE BOIPOCHI, BOBHUKAIOUINE B NMPAKTUKE TEHOMHON MEIMLIMHBI.
K ux gucity oTHOCHTCS, B YACTHOCTH, BOIPOC O BO3MOXHOCTH HCTIOJIb-
30BaHUs MPEUMILIAHTAIIMOHHOTO reHeTndeckoro tectuposanus (I1T)
Ui BeIOOpa mona Oyaymiero pedeHka ¢ Helbio oOecrieueHus reHep-
Horo Oananca B cembe. B @3 «O06 ocHOBax oXpaHbl 37I0pOBbsI TpaxaaH
B Poccuiickoii ®eneparuu» (. 4 ¢r. 55) BBeeH 3anpeT Ha BBIOOp TO-
na Oynmymiero peOeHka, KOTOPBIM, Ha HaIl B3I, B CTOIb OE30r0OBO-
POYHOM BHJE HE COOTBETCTBYET MOJIOKEHUIO 4. 3 cT. 55 KoHcTuTynun
P®, 3akperusitonieli OocHOBaHMS UIsI OTPaHUYCHUS NPaB YeIOBEKA.
Benp ecnu cBoboaa ponuteneld B BEIOOpe mona Oyaymiero pebeHka He
HapyIaeT cBo0OIy MHBIX JHII (B JaHHOM Clly4ae — JJOCTOMHCTBO U Ca-
MOMJICHTH(DHKALIUIO INYHOCTU JaHHOTO peOeHKa), a TaKXKe He OAPbI-
BaeT TeHJICPHBIN OanaHc B 001ecTBe (T.e. He MPOTHBOPEYHT LIEHHOCTSIM
obuiero 6nara), TO HET KOHCTUTYIHOHHBIX OCHOBAaHUI CTONb YKECTKO
BTOPraThCsl B PENPOAYKTHBHYIO CBOOONY CeMbH NPH HAJIWYMU TEXHO-
JIOTHYECKHUX BO3MOXKHOCTEH [UIsl ee OoJee MoHON peanu3aiy. MoKHO
U HYXHO, MO-BUAMMOMY, OIPaHHYHUTh TaKyl0 CBOOOIY ONpenelcHHBI-
MU TpeOOBaHUMSIMH (HArpuUMep, O HaJUYHU B CEMbE JIBYX U OoJjee Je-
Tel OHOTO TI0JIa), HO TO JOJUKHBI OBITh UMEHHO OTPAaHWYCHUS, a HE
0€30roBOPOUHBIN 3amper.

B 3TOM KOHTEKCTE 3aCiTy)KMBaeT BHUMAHHUSI TUCKYCCHSI IO TIOBOAY
ucnonb3oBanus [II'T nms mpoBepku >MOPHOHOB Ha JOHOPCKYIO CO-
BMECTUMOCTb CTBOJIOBBIX KJIETOK C IIEJIBIO JIeUEHU ST OOBHOTO CHOJIMHTA.
B poccuiickoM 3aKOHOAATENBCTBE OTCYTCTBYET 3alpeT Ha OCYILECTBIIE-
HHUE COOTBETCTBYIOUINX MPOLEAYP, OJHAKO B IOPUAMYECKOH IUTEpary-
Pe BBICKa3bIBAIOTCS MPEATIOKEHUS 110 ero BBeneHno. Ha Ham B3rusg, ¢
MPaBOBOM TOYKH 3pEHUS] HET OCHOBAHUI HE HMCIONB30BATH MYIMOBHH-
HYIO KPOBb HOBOPOJKIICHHOTO AJIS JICUEHHsI APYToro pebeHka 3Toil xe
CeMbH, KOTOPBI C POXKICHUS MMEET NPaBO IOJIb30BATHCS TOCTHIKE-
HUSIMH Hay4YHO-TEXHOJIOTHUECKOT0 Mporpecca UIsi OXpaHbl CBOErO
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3M0POBbSI U MEIWLIUHCKOM IOMOLIHM, TapaHTHpOBaHHBIX 4.1 cT. 41
Koncturynuu P®. PaccyxneHus e 0 TOM, 9TO HOBOPOXKACHHEIN Oy-
JIET PacCMaTPHUBATHCS POAUTENAMH KaK CPEICTBO I JICUEHUS JPYroro
pebOeHKa, ¢ IpaBOBOW TOYKH 3pEHUS HE KOPPEKTHBI, IOCKOIBKY HCXO-
ISIT U3 IPE3yMIIMHA HETOOPOCOBECTHOTO XapaKTepa HaMepeHHi poiu-
TelNel, 4TO yHHXKaeT UX JOCTOMHCTBO, TapaHTUpoBaHHOE B 4. 1 cT. 21
Konctutynuu PO®. K sTomy MOkHO 100aBUTH U BCEraa 3HAUMMBIE TS
mpaBa COOOpaKEHHsI 3PaBOrO CMBICTA, C TMO3UIMH KOTOPOro J0CTa-
TOYHO OYEBUAHO, YTO POJUTENH, NPEINPHHHUMAIOLINE SKCTPAOPIH-
HapHBIC YCUIUS U CHAacEeHHsI OMTHOrO cBoero pebeHka, OyayT OTBeT-
CTBEHHO OTHOCHUTKCS U K IPYTOMY.

He crout B naHHOM citydae cchuiathes (Kak 9TO MHOT/IA JIEIaeTCs)
Y Ha JEHCTBYIOIIMN B POCCHHCKOM 3aKOHOJATENbCTBE 3alIPET HA U3bA-
THE TKaHeH y KUBOTO JIMLa, He JocTuriiero 18-nernero Bospacra, no-
CKOJIbKY pedb 37iech UACT He 00 M3BSATHU TKaHEH y KMBOTO JIUIA, a O
nepeqayde OTJIEIEHHBIX OT TeNla KJIETOK IyIIOBUHHON KPOBH, KOTOPHIE B
WHOM BapUaHTe MOTJIM OBl OBITh YTHIM3UPOBAHBI MJIH MOXEPTBOBAHBI
B KauecTBE JOHOPCKOI'O Japa OT pOAMBIIEH JKEHIIMHEI. [pyroe neno,
KOTIa MMeeTcs B BUAY OTOOp SMOpHOHA C LENbI0 POXKICHUS TOHOpa
COBMECTUMOH TKaHHU WM OpraHa Iyt 00i1pHOro cubimura. O4eBUIHO,
YTO C MO3ULIMU NPUOPHUTETa MHTEPECOB Oymymiero pedeHka 3aKoHo/a-
TeNb AOJKEH UCKITIOYHUTD JTI00bIe MAHUITYJISIIMN, YPEBATHIE BOZMOXKHO-
CTBIO OCJIOXXHEHMH A ero 310poBbs. HempuemsieMbIM ¢ mpaBoBOM
TOYKH 3peHus ObUT OBl TaKKe IMPOHU3BOJ POAUTENEH B BEIOOpE SMOpHO-
HOB TI0/I CBOM MHTEPECHI, HapPUMeEp, C LENbI0 COOCTBEHHON «OMOIo-
THYECKOH CTpaxoBKW», oOecrieueHus i ceOsi Oonee KOMQPOPTHBIX
YCJIOBHH OOILEHHSI C PeOSHKOM M €r0 BOCIIHTAHUS (HarpuMep, U3BECTHBI
Cllydad, KOrja riryxue poxuteny xorenu ¢ noMouisto [II'T rapantupo-
BaTh POXKJICHUE pPeOCHKa C TaKMM K€ TCHETHYECKUM Je(EeKTOM) M T.J.
He cnemyer mo yka3aHHBIM BBILIE NMPUYMHAM CO37aBaTh 3aKOHOJA-
TeNbHBIC YCIIOBUS U U €BIEHMYECKHX IMPAKTHK, CBA3aHHBIX C OTOO-
POM 3MOPHOHOB.

C yuyerom Ccka3aHHOTO, IPEACTABIAIOTCS 000CHOBAHHBIMU TpE-
noxenus E.E. BornanoBoii, mo MHeHuto koropoii 1) npumenenue [1I'T
Ui IPOBEPKU SMOPHOHOB Ha JOHOPCKYIO COBMECTUMOCTH C ILIEIBIO
neyeHus: OOMBHOrO CHUOJMHTAa JOIKHO OBITh Pa3pelleHO 3aKOHOJaTe-
JIeM TOJBKO MPU HAJIUYHMU TOCTATOYHO CEPHE3HBIX MEAMIIMHCKUX IO-
Kazareleil M pH yCJIOBUH HaUISKAIIEro CyAeOHOro HaJa30pa WK Hajl-
30pa cO CTOPOHBI CHEUUATBHOTO OpraHa (HampuMmep, OpraHa ONEeKd U
MOTICYHUTENHCTBA) U 2) JODKEH OBITh YCTAaHOBJEH 3ampeT (K BBeIeHA
HaJUIeKAIasi OTBETCTBEHHOCTh MEAMKOB U POIUTENEH) Ha IPHMCHEHHE
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I[I'T mnst ot6opa SMOPHOHOB, HALIEICHHBIX Ha POXKAEHHE peOeHKa C
Cepbe3HBIM 3a00JIEBAaHNEM WITM MHBATHIHOCTHIO [38, c. 49].

B miockocTH KOHCTHUTYIMOHHO-IIPaBOBOT'O MOAX0Ja K COIJaco-
BaHHUIO MHTEPECOB B cepe TeHOMHOW MEIUIMHBI 3aCITy’KHBAEeT BHHU-
MaHHA U Takas mpodiema, Kak Ype3MepHasi JOPOrOBU3HA CO3aBAEMBbIX
TeHETHYECKHUX NpernapaToB, KOTOpas B HEMAJIOH cTeeH:n 00ycIoBIeHa
HEOOXOJUMOCTBIO TOKYMATh JIMLEH3UIO Ha M3TOTOBJICHHE Mpenapara,
CTOMMOCTb KOTOpPOH, IO OLIEHKE CIIELHANUCTOB, HEPEOKO AOXOOUT IS
97% ot peiHOYHO#M LeHBI [39]. DTy MpobIeMy HEOTHOKPATHO O3BYYHBAI
B CBOMX BBICTYIUICHHAX MPOPEKTOP MO HAYYHOH paboTe U pyKOBOAHU-
Tenb LleHTpa BBICOKOTOYHOTO PeJaKTUPOBAHMUS U T€HETHUECKHX TEXHO-
sorwii ist ouomenuiuael PHUMY um. H.U. Tluporoga JI.B. PeGpuxos
[40], npennaraBumii BMECTO CEpUITHOTO BBIITyCKa Tpenapata (4To Tpe-
OyeT TOJTy4eHHs JIMLEH3UH), U3TOTaBIMBATh €ro MO KOHKPETHOro pe-
Oenka. {1t 7Toro He0OXOAUMO BHECTH U3MEHEHHsI B 3aKOHOAATEHCTBO,
KOTOpBIE JalyT BO3MOXXHOCTh IPUMEHSATH B OTHX CUTYyalUUsSX NPUHLIUI
hospital exemption. JlaHHBIH TPUHITUIT KUCKITIOYCHUS [T OOTBHUYHO-
O MPOM3BOACTBA», NEHCTBYIOLIMI B LIENOM psie rocyaapcts [41], no-
3BOJISIET MCTIONB30BATh JICKAPCTBEHHBIN MpenapaT TOAbKO B OOIBHHUIIE,
rZe OH CO3JaH, B paMKaxX NpoLEeNypbl YCKOPEHHOI'0 PacCMOTPEHUS,
YCKOPEHHOTO YTBEp)KICHHUS U YCIOBHOW peructpanuu. pyroi myTth
YCKOPEHHOTO pemeHus mnpobsiemsl, kak otmeuan J[.B. Pebpuxos, —
BHECEHHE COOTBETCTBYIOIIMX U3MEHEHUH B 3aKkoHOaaTeascTB0 EADC.

B Hacrosiiee Bpemst mpakTHKa mouuia no BTopomy mytH. C mpa-
BOBOI TOUKH 3pEHMS Takash BO3MOXKHOCTH obOecrieueHa Tem, 4to «Jlo-
roBop o EBpa3zuiickoM 3KOHOMHUYECKOM coro3e» coaepkuT pazzaen VI
«PerynupoBanue oOpalieHUs] JIEKapCTBEHHBIX CPEACTB W MEIUIMH-
ckux m3uenuii», cr. 30 KOTOpOro 3aKperuisier OOIue MPUHIUIBI 00-
palleHusl JIeKapCTBEHHBIX CPEICTB B rocynapcTBax — wieHax Corosa.
B Cornamennu o eUHBIX NMPUHLUMIAX U NpaBUIaX 0OpaIieHusi MeIu-
UHCKUX W3ACNUH (M3eNnil MEAUIIMHCKOrO HAa3HAYCHHUS U MEIMIMH-
CKOM TEXHHKH) B paMKax EBpa3HHCKOro 3KOHOMHYECKOTO COI03a,
NPUHATOM B pa3BUTHE 3Toro Jlorosopa, mox oOpamieHneM MeIUIrH-
CKUX M3JENNH MOHUMAETCsl «IIPOEKTHUPOBaHUE, pa3padoTKa, Co3IaHue
OIBITHBIX 00PAa3loB, MPOBENECHUE TEXHUUECKUX HCIBITAHUH, UCCIEHO-
BaHMW (UCIIBITAHWII) C LEIBI0 OICHKH OHMOJOTMYECKOro JeHCTBHS,
KIMHUYECKUX HCHBITAHUHM, SKCHEepPTHU3bl 0€30MacHOCTH, KauecTBa M
3 PEeKTHBHOCTH MEAUIIMHCKUX n3enuii...» [42]. B centsope 2022 r.
pemennem Cosera EBpasuiickoil skoHomMuueckoit komuccuu [IpaBuna
pETHCTpaLUU M SKCIEPTU3HI JICKAPCTBEHHBIX CPEACTB ULl MEIUIIMH-
CKOT'0 TIPUMEHEHUS OBLIHM JTOMOJIHEHBI MPIIIOKEeHUIMHU 26 u 27, B KO-
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TOPBIX BBENEHBI MPOLEIYPHl YCIOBHOM pPETHCTpAIlMU M yCKOPEHHOH
PETUCTpaLy JIEKapCTBEHHBIX cpencTs [43].

OueBuAHO, 4TO HEOOXOUMOCTh MOJOOHBIX CITOCOOOB PEIICHU S
npoOJeMBbl CBUACTENBCTBYET O HEAOPaOOTKax CO CTOPOHBI POCCHIA-
CKOTO 3aKOHOJAATENs, He OTBEYAIOIIEro JOJDKHBIM 00pa3oM Ha COOT-
BETCTBYIOLIMHA COIMAJbHBIA 3ampoc. [pyrue Ba)KHblEe HaNpaBICHUS
MPUIIOKEHHS YCUIIMIA 3aKOHOAATENs CBsI3aHbl, HA HAIll B3IJISA, C pealu-
3anuel 00CyKAaeMbIX B IOPUINYECKOM COOOIIECTBE MPELIOKEHUH 110
pacmpocTpaHeHuio Ha cdepy QapMamneBTHKH IPaBOBOTO WHCTHUTYTa
MPUHYIUTENBHOTO JHLECH3UPOBAHUS U300PETEHUN M CHATHS 3ampera
Ha TapauIeNbHBI UMIIOPT, TO3BOJISIOMIETO 3apyOeKHBIM KOMITaHUSM
O] PEAJIOTOM 3alIUTHl OT KOHTpahakTHON NPOIYKLINH KOHTPOIUPO-
BaTh [IEHOOOpa30BaHME U AUCTPUOYIIMIO TOBapoB Ha TeppuTopuu Poc-
cu. CTOpOHHMKHM TaKOW MOCTaHOBKM 3a/ad MpenjararmT YUTH OT J10-
MUHHPYIOIIETO B POCCUHACKOW LUBHIMCTHKE MH(OIOrHM3UPOBAHHOTO
MpeAcTaBIeHUs] 00 WHTEIEKTYalbHOH COOCTBEHHOCTH B pyCie pac-
LIMPEHUS] BO3MOXXHOCTEH CyJeOHOI 3aIuThl MyOIMYHOr0 HHTEpeca .

3aka1oueHne

KonctutynmonHo-ipaBoBas MOZIENb COIVIACOBAHMS MHTEPECOB B
cdepe reHOMHUKH YeJIOBEKa — ATO MEPBBIM 1Iar K (OPMUPOBAHHIO KOH-
LENINH pa3BUTUS COOTBETCTBYIOIIETO 3aKOHOAATENbCTBA, MPU3BAHHON
obecrieunTh OanaHC pa3IMYHBIX 3aJCHCTBOBAHHBIX B JaHHOW cdepe
MpaB 4yeJIoBeKa, KOHCTUTYIHMOHHBIX LEHHOCTEH obmiero Omara u ¢yH-
JaMEHTaJbHON MOTPeOHOCTH 4YeIOBEYECTBA B COXPAHEHUH CBOETO
OnoconMaIbHOTO eAMHCTBA. Pa3paboTka Takoi KOHLENLIWH U ee olle-
paTUBHAs KOHKPETH3aIMs B ISHCTBYIOIIEM 3aKOHOJATENbCTBE (MIpeKe
Bcero — B OCHOBaxX OXpaHbl 310POBbsI TPaskAaH U B KOAU(DUIIMPOBAHHOM
HOPMaTHUBHO-TIPABOBOM aKT€ O HayYHO-TEXHOJIOTHMUYECKOH AesTeabHO-
CTH, KOTOpBI HEOOXOAMMO NPUHSTH B ONmkaifliee Bpems) sBISETCS
ceiluac OfHOM M3 aKTyaJbHBIX 3a/ay IOPUAMYECKON HAYKH, pEIICHUE
KOTOpOii TpeOyeT OoJiee aKTUBHOTO B3aUMOACHCTBHS IOPUCTOB C MPE-
CTaBUTENSIMH MEANKO-OMOIOTHYECKOr0 M OMOITHYECKOTO COOOIIECTB
cTpaHbl 0e3 coriacus mpaBooOagaTenei.

! O6ocroBanme stux MIPEIIOKeHNH aHO, B YaCTHOCTH, B CEPHUU ITyOIMIHBIX
BBICTYIUICHUM JTUpeKkTopa MexxIyHapOomIHOrO HEHTpa KOHKYPEHTHOTI'O [IpaBa U MOIUTU-
ku BPUKC A.B. Uanosa. Cwm., Hamp.: Legal Talks: Anekceii MiBanos, C u antumo-
HOITOJIBHOC peryanOBaHHe: HapaHHGHLHLIfI HUMIIOPT, TNPUHYAUTCIBHBIC JIUICH3UU.
URL: www https://vc.ru/u/783287-nadmitov-live/313783-legal-talks-aleksey-ivanov-
is-i-antimonopolnoe-regulirovanie-parallelnyy-import-prinuditelnye-licenzii [44].
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I1.JI. TuneHko

KA3YC XD IIBAHBKYS U KUTAUCKASI EBTEHUKA

Annomayus. MoxXeT IOKa3aTbCs CTPAHHBIM, YTO IIPUTOBOPEHHBIM K TPEM TI'o-
JlaM TIOPEMHOTO 3aKJTIOYEHMS U OTOBIBIIMIT CBOI CPOK KHMTalCKmil yaeHbIi X5 13sHb-
Ky cpa3y mocie 0cBOOOKIEHHS OTyIaeT BO3MOXKHOCTh OPTaHH30BaTh JIa00OpaTOpHIO
n Ha4dath PR-kammanuro, B TOM 4uciie Ha MEXIYHapPOJHOM YPOBHE, IO IIPOIOIKECHHUIO
CBOMX HCCIIEIO0BAHUH KOMMEPYECKHX IPOrpaMM PEIaKTHPOBAHUS T€HOMA YMOPHOHOB
YeJI0BeKa B MEIUIMHCKUX M, BO3MOXKHO, €BIeHUUECKHX Iesax. [lomuepkuBaercs, 9ro
TIOHSTH CUTYAIMIO BOKPYT X3 L[3HBKYSI BO3MOXKHO JIMIIH B KOHTEKCTE TTOJIUTHKH pe-
¢dopm u otkperroctr [pH Csonmuaa. PaccmMaTpuBaioTcsi 0COOCHHOCTH KUTAHCKOH eBre-
HUYECKOH MPOrpaMMbl, B KOTOPOH COYETAIOTCS ABE TCHACHIMH: TYMaHNU3M H CIIHCH-
T3M. OTMedaeTcst CHCTeMHasl Ppeakmysl KUTalCKOro IpaBa M OMOITHYCCKUX PEeryIIsuit
Ha ka3yc Xo L3sHbKys. OmuceiBaeTcsl MONUTHYIECKAst U HACOIOrnieckas 6oppoa Bo-
Kpyr ero (X5 LI3sHpKys) HHHOBAIIMOHHBIX MPOTPaMM B OOJIACTH PEIAKTHPOBAHWS Te-
HOMa YMOPHOHOB 4eoBeKa. [IpemmaraeTcs MOHATHE TaKTa VIS XapaKTePUCTHKH e
CTaBJICHUH O IparMaTH3Me KUTAHCKOH MOMUTUIECKOH KyabTypsl. OTMedaeTcs ocobast
pOJIb Ui TapMOHHH B monuTH4YecKol ¢rtocodrn Cu L3uHbnMHA 1 OHMOITHYECKHX
nuckypeax. OOCyKIaloTcss BO3SMOXHOCTH ¥ TIOCIEACTBHS HOBBIX MOMBITOK X3 LI3sHb-
Kys JOOUTBHCSI KIIMHIYECKOr0 yCIeXa B JISYSHUHN TSHKEJbIX HACIECTBEHHBIX 3abo0neBa-
HUH ¥ BO3MOXKHOTO YIY4IICHHS! KOTHUTHBHBIX Ka4eCTB YEJIOBEKa.

Kniouesvie cnosa: rymanmsM, Jpu CsonuH, KUTalCKast €BICHUKA, KOH(YIIHaH-
CTBO, TOJMTHKA OTKPBITOCTH U pehopM, peAaKTHPOBAHUE TeHOMa SMOPHUOHOB, CIHEH-
ti3M, Cu L[3uabnmH, Takt, X5 LI3sHBKYH.

B xonne 2019 r. kuraiickuii 6uopusuk Xo L3stHbKY# ObLT MpH-
TOBOPEH K TPEM rojiaM JIMIIEHUS CBOOOBI 32 «HE3aKOHHYIO MEIUIIMH-
CKYIO MPaKTHKy». VIM ObUIM OCYIIECTBIICHBI MIEPBHIC B MHUPE DKCIIEPU-
MEHTHI 110 PelaKTHPOBAHUIO TeHOMa SMOPHUOHOB YeJIOBeKa, MPUBEIIINE
K POXICHHUIO JIeTeil — cHavyayia JBYX OJHM3HENOB (JIE€BOYEK), a 3aTeM
elle OJHOM NEeBOYKH, O CYHIECTBOBAHMU KOTOPOW HM3BECTHO JIUILIb W3
YIIOMHHaHUSl B peuleHuu cyna. Llenpio pemakTupoBaHus OBLIO BOC-
npousBeneHre cymecrBytomeii B npupoae myraunu CCR5-A32, ko-
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Topast obecrieunBaeT pe3ucTeHTHOCTh K BUY-undunuposanuto. Ecin
0 LIENAX MPUMEHEHUsS TEXHOJOTHH pelaKTHPOBAaHUS reHOMa SMOpHO-
HOB y OJIM3HELOB JOCTaTOYHO MOAPOOHO M3BECTHO U3 COOOIIEHUS X7
zsaupkys Ha || MexayHapogHOM caMMHTE MO PEIaKTHPOBAHHIO Te-
HoMa uenoBeka B ['oHkonre (2018) m HeomyOJIMKOBaHHOH CTaTbU B
xypHuaie Nature [1], To 00 sxcriepuMeHTe, 3aBEpIIMBIIEMCS POKICHUEM
TpeThel IEeBOYKHM, HE M3BECTHO HHMUero. Bes mHpopmamnms o cocros-
HUH 37I0pPOBbS JEBOYCK C «OTPEIAKTHPOBAHHBIM T€HOMOM» 3aceKpeue-
Ha. Cam X5 B CBOMX MHTEPBBIO YTBEPIKIAET, UTO JACBOUYKH Pa3BUBAIOT-
sl HOpMAaJIBHO.

Hamomuum, 4to peakuus MEeKXIyHapOIHON HaydHOH OOIIECTBEH-
HOCTH Ha COOOIIeHUs 00 3KCIIepIMeHTax X3 ObUla HeraTUBHOW. B ymo-
MSIHYTOM BbILIE cTaThe B XKypHase Nature mocie CKpymyae3HOro aHaju-
3a pPe3yabTaTOB, ONMCAHHBIX B PYKOIUCH X3, IPECTaBUTEIbHAS TPYIIa
9KCIEPTOB CAENajla BHIBOA O TOM, YTO HA Hay4YHOE KaueCTBO HCCIIEHO-
BaHUS, HU €ro ATHKO-TIPaBOBOE O0eclieueHNEe HE COOTBETCTBYIOT CO-
BpEMEHHBIM TpeOoBaHUsIM. O HECBOEBPEMEHHOCTH IPOBEACHHS TAKOTO
POAa SKCIEPUMEHTOB 3asBUJIH TAKXKE POCCUHCKUE TEHETUKU M OUOITH-
ku [2]. HeraTuBHO OTpearupoBai Ha 3TH SKCIEPUMEHTHI KUTalCKue
yuensle, pabotarome B CLIA, yka3piBas Ha BOSHUKIINE Yy HUX CEpPb-
€3HBIC peryTanoHHbie n3aepxkku [3]. Ocyannu ux U KuTaickue Ouo-
9THKH, OTMETHB 3HAYUTEIbHbIC HAPYIIEHUS KUTalCKOTO 3aKOHOAATENb-
CTBa M MEXIYHAPOJHBIX STUYECKUX HOPM MPOBEACHHS SKCIEPHMEHTOB
Ha monsx [4]. HemocraTrouHoe 000CHOBaHME KIMHHYECKONW HEOOXOH-
MOCTH ITPUMEHEHHS HOBOH TEXHOJIOTUH M METOAOJIOTMIECKHE TIPOCUETHI
OBUTH OTMEUEHBI BEIYIIMMH CIIEHHAMCTaMU B 3TOM obnactu. B 3axiio-
ynuTeabHOM KoMMIoHHKe |1l cammuta, coctosBiierocst secHoii 2023 r.,
OBLIO IOBTOPEHO 3asBJICHUE O MPEKICBPEMEHHOCTH MPOBENEHUS IKC-
MEPUMEHTOB C PEIAKTUPOBAHHEM T'€HOMa SMOPHOHOB yenoBeka [5].
Ho, monmmasi, 4To SKCIIEPUMEHTHI 10 PEAaKTUPOBAHUIO TEHOMA dM-
OpHUOHOB YEJOBEKa C HEOOXOIMMOCTBIO HAauyHyTcA B Onmkanmien
ucropuyeckoir mepcnektuse, BO3 B 2021 r. paszpaborana mpaBuia
HaJUIeKalero yrnpasieHus (good governance) MCHBITAHUS ITUX TeX-
HoJtorui [6].

CrnencrBennas rpymma, cozganHas Komuccueil 3apaBooxpaHe-
Hust Kuras B mpoBununu ['yanayH, 21 suBapsa 2019 r. omyOnukoBana
MIpEABAPUTENBHBIN OTYET, B KOTOPOM TOBOpUTCS, 4TO X3 LI[3dHBKY
HapYILIHJI [TPAaBUTEILCTBEHHBIE 3alPETHl M MIPOBEN MCCIEA0BAHHUE «B TO-
TOHE 3a JIMYHOH CJIAaBOU M BBITOZIOI». B TOM ke rojly OH ObLI IPUTOBO-
PEH CYAOM K TpeM TroAaM TIOPEMHOrO 3aKJIIOUEHHs] U KpyIMHOMY Je-
HekHOMY mTpady. COOTBETCTBYIOUIME aJAMUHUCTPATUBHBIC OpPTaHBI
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BBEJHM 3ampeT A X5 Ha MOCenyoUIie HccaeJOBaHusl B 001acTu pe-
MPOAYKTUBHBIX TEXHOJIOTHH.

[MpuHnMnUanEHO Ba)kHO, YTO pyKoBozsuue opransl KHP otHe-
CIIUCh K KPUTHKE KaK BHYTPU CTpaHbl, TaK M W3-3a pyOexka co Bcei
CEPBE3HOCTBIO. 3a TPH I'0/1a, B TEUEHHE KOTOPBIX X3 HAXOIUJICS B 3aKIIO-
4yeHuH, Onarogaps CKOOPAWHUPOBAHHBIM YCHUJIMSIM COOTBETCTBYIOIINX
KOMHUTETOB Bcekuraiickoro coOpaHusi HapoIHBIX MpPEACTaBUTENCH,
MuHucTepcTBa HayKH M TexHONOrMi W HamnonanpHOro KomuTeTra
3IpaBOOXpaHEHHsI OblIa OcylecTBIeHa pedopMa CUCTEMBI PErylnupo-
BaHUSl TEHETUYECKUX HCCIECIOBAHUN M HMCCICJOBAaHUH YeIOBEUECKUX
SMOPHOHOB IyTEM BHECCHHS HOBBIX CTaTell M pedaKTUPOBaHHA ycTa-
peBmmx B ['paxkmanckom U YronoBHOM Konekcax Kutas, Obuia Taxoke
pa3paboTaHa COOTBETCTBYIOIIAS CUCTEMA MOJI3aKOHHBIX aKTOB JUISI Ha-
YUHBIX OpraHM3alui ¥ yHHBepcUTETOB. Llenbio 3Tol pedopMmbl OBLIO
obecrieueHre TOMUTUKH OMKPLIMOCHY HAyYHBIX HWCCIIENOBAaHUH, MOI-
JepKKa MEXIyHAPOIHOTO HAYYHOTO COTPYAHUYECTBA U COTPYIHUIECTBA
B obsactu oOpazoBanus. Pa3paboraHHOE 3aKOHOAATENBbHOE obecmeye-
HUE HAYYHOW AESTEIHLHOCTH B 00JACTH PENPOAYKTHUBHBIX TEXHOIOTHHA
B HACTOSIIEEC BpeMs COOTBETCTBYET MEXKIYHApOIHBIM CTaHAApTaM M
pekoMeHaamaM aokiana BO3 mo Hamiexkamemy ymnpaeieHnuto (good
governance) B JaHHOH 00JIaCTH.

HyxHO OTMETHTB, 4TO OJ0OHAS! YyBCTBUTEIBHOCTD K KPUTHKE
u3-3a pyoexa (npexae Bcero CIIIA u EBporisl) SBIsieTCs MPOSBICHHU-
eM He cnabocTh, a YMEHHS pa3iMyUTh BHEIIHIOI MOKIAAUCTOCTh H
HETOKOJIeOMMYIO TPUBEPKEHHOCTh CBOMM CTPaTErHUYeCKUM HHTEpe-
cam. Torna, Korzna pedb He UaeT 00 oOecreueHHH CTPaTeTHUeCKUX HH-
TEPECOB, peaKIys Ha KPUTHKY U3-3a pyOeka MUHUMalbHas (Kak peak-
Ml HA KPUTUKY HapyIIeHUi B 001acTH mpaB yenoBeka). MHoe neno,
KOra pedb UAET O CTpaTermyecKux HHTepecax. [loaroToBneHHBIN B
1995 r. EBrennueckuii 3akoH ObUT epeMMEHOBaH B 3aKoH «O 310po-
Bb€ HOBOPOXKJEHHBIX 1 MATEPEH» B CBSI3H C BOSHUKIINMU HapEKAHUSAMHU
OT 3apyOEXKHBIX TEHETUKOB U MOJMTHKOB. B 1997 r. 3amanHbie reHeTHKH
(mpeske Bcero OpUTaHCKUE) Pe3KO BBICTYIHIIN MPOTHB pa3padOTaHHO-
ro B KHP 3akona, paspemaromero npuHyIuTeIbHYIO CTEPHIIN3ALIUIO
M0 EBreHHYECKHM MOKa3aHMsM, Ha IOpOre MpOBEAEHHs KOHIpecca 1o
MeIuIuHCKoM reHernke B Kutae [7]. 3akoH ObUT OTpenakTHpoBaH, a
Konrpecc nposenen. Kuralickue reHeTHKH NOJTYYHMIM BO3MOXKHOCTD
VKPENHUTDH >KU3HEHHO Ba)KHBIC AJISI CBOETO PAa3BUTHS MEKIYHAPOIHBIC
cBs3u. YTo KacaeTcs KUTaCKUX €BIEHUYECKUX MPOTrpaMM, TO U OHH
BpSI U CHJIBHO TOCTpafaiy, MOCKOIBKY MEKIY NPHUHYXICHHUEM H
JI0OPOBOIBHOCTBIO CYIIECTBYET 3aMETHAS «AUATEKTUIECKAs» CBSI3b.
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[ToaTOMYy €O CTOPOHBI MOXKHO OBLIO OKHAATH, YTO YCIICIIHAs
KapbepHas TpaeKkTopus X5 OyaeT mpepBaHa TIOPEMHBIM 3aKIIOUCHHUEM.
Ho, ocBoOomuBIIKCE, OH MpaKTHYECKH HEMEUIEHHO OpraHu30Ball MC-
CIIEIOBATENbCKYIO TabopaTopuio, KOTopas oObsIBHIA O IJIaHax pa3pa-
OOTKH TeHETHYECKUX TEXHOJOTHH JIeUeHHsI TSDKENTBIX HACISACTBEHHBIX
3aboneBaHuil, yaemsist ocoboe BHUMaHue Muonuctpodpun romena.

24 wosbps 2022 1. X5 LI3sHbKYH OOBSBMI Ha CBOCH JHMYHOH
crpanune B Weibo o co3manum jgabopatopyu B NEKHHCKOM paioHE
JlakcHH ¥ aKTUBHO PEKJIaMHUPOBaJ CBOHM IUIAH MCCIEIOBAHUHI pElKuX
3a00EeBaHUI B COLMAJBHBIX CETSAX M IPEcce, HAa3BaB €ro «HOBOH OT-
MPaBHOW TOYKOH, HOBBIM myTeuiecTBuem». 13 ¢espans 2023 r. uzna-
nue Nature News coobmmio, uro X5 LI3sSHBKYH NpWHSIT yyacTue B
OHJIAHOBOM MEpPONPHUSITHA MO OOMEHY OMNBITOM, OPraHH30BaHHOM
Kenrckum yHuBepcuteroM (BennkoOpuTaHus) ¥ TOCBSIIEHHOM BO-
mpocaM pPEryJupoBaHMs XH3HEHHOH 3THKM. MHOrHe ydeHble ObLTH
pa3oyapoBaHbl €ro BBICTYIUIGHHEM, KOTOpOE, M0 MX MHEHHIO, OBbLIO
«PEKIIaMHBIM TPIOKOM», OCTABIISIOLIMM «BIIEUaTICHUE TpoaaBna» [8].
AHaJIOTHYHOE pa3odyapoBaHHE W KPUTUKY B agpec BBICTYIUIEHHS X3
L[3sHpKYs BBICKA3aJI0 M KUTalickoe HaydHoe coobmiectBo. O0 »ToM
pedb MOUJET HIDKE.

Kazyc X3 MoxeT noka3arbCsi CTpaHHBIM M HETIOCIIEAOBATEIbHBIM,
€CJIM paccMaTpUBaTh €ro BHE MOJMTUYECKON JIMHUU YETHIPEX MOJCPHHU-
3auuii JpH CsionuHa 1 ero cnenu@uyecKoro nparMaTiueckoro moaxoa.

Egz2enuueckana npozpamma 6 noaumuke 4emoipex MoOepHu3a-
yuii /[on Caonuna. MHOTOE B OTMEUEHHBIX CTPAHHOCTSX OOBSICHUT
YUeT CMbICNIa MoNUTHIecKol UK U gunocopun JIsn CsonuHa, Ko-
TOPBIN TOCTEe MPOBaIBHBIX JeT KymbTypHOH peBOMIOLMH U CMEPTH
Mao [I33nyHa B 1976 . BEIABHHYJ KOHLEHIHMIO YETHIPEX MOJEPHHU3A-
LU HAYKU U TEXHOJIOTHH, MIPOMBIIUIEHHOCTH, CEIbCKOT0 X035icTBa 1
000poHBI, KOTOpasi 0003HaYada He IPOCTO HOBBIC e pedopM, HO H
panuKaiIbHBIA Pa3BOPOT OT WAEH aBTApPKHM, W3OSALHOHM3MA M CaMO-
JOCTaTOYHOCTH Ipecenarens Mao K unesm «peopM B OTKPBITOCTHY.
[Tpuuem nepBast MopepHu3anus (Hayku M TEXHOJIOTHIT) paccMaTpUBa-
nach Kak ocHoBHas. [loaToMy B KUTaCKOM MOJMTHKE BO3HUKIA yCTa-
HOBKa Ha MOCTOSHHOE pacIIMpeHHe MEKIYHAPOIHOTO COTPYAHHUYECTBA
B 00JIaCTH HAYKH, TEXHOJIOruH U oOpazoBanus. [Ipu aToM, Kak mojarain
Jou CsonuH, peann30BaTh NpOrpaMMbl MOJACPHH3AIUN HEBO3MOKHO
0e3 kauecmeenHo20 ynydllleHus dyenoBedeckoro norennuana KHP.

Jnst pereHns 3a1a4 MOJIEPHU3AINH MOJ] €T0 PYKOBOJCTBOM OBI-
Ja pa3paboTaHa HE TONBKO KOHLEMIHSA «COLMAIN3Ma C KHUTAHCKOH
cnenuuKoi», HO M HOBBIH 20CY0apCMEEeHHbIIL 6APUAHM €82EHUYECKOU
npoepammel. Peub uer o HOBOM BapuaHTe, MOCKONbKY B 1945 1. ipu
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npaButenbcTBe ['omuHbaana B Kutae yxe Obla pazpaboTaHa rocy-
JapcTBeHHasi eBreHuueckas nporpamma. [locie mopaxkenus: ['omuHb-
naHa B BoiHe ¢ KommyHuctudeckoil maprueid Kuras u aBrycToBckoit
ceccun BACXHWII 1948 1., npuBeameil k uaconorudeckoi modemne
uaeit Muuypuna u Jlsicenko B8 CCCP, sTa mporpamma Obuta Tpekpa-
meHa. B Kurae takke moGeannu MUYypUHIBI M JIBICEHKOBLEI. [Ipn
9TOM CJEAyeT OTMETUTh, YTO KUTACKHe TeHETHKH, B OTJINYHE OT CO-
BETCKHX, HE TIOABEPTaIiCh MACCOBBIM MOJUTUUYECCKUM PETIPECCUSIM H, B
3HAYUTEIILHOM OOJIBIIMHCTBE, MPOJOIDKIIIN MIPENoJaBaHnue U CBOU HUC-
crenoBaHus, XoTs U ¢ epepbiBamu (1948-1956; 1966-1976).

[TosTomy, xorga [pn CsiomuH Havan NpeTBOpEHHE B JKU3HB HO-
BOH €BreHHYECKOW MOJUTUKH, TO OH MOT ONHPAThCS Ha TMOIAEPKKY
TCHETHKOB, MOJYYMBIINX 00pa30BaHUE B KUTAHCKUX YHHUBEPCHTETAX U
yauBepcuterax CIIIA u EBponsl 10 npuxoga KOMMYHUCTOB K BIIACTH,
a TaKKe 3HAYMTENFHOTO YHCIa X YUYCHUKOB. BBUIM JKMBBI yYacTHUKH
MOATOTOBKH MEPBOM KUTaCKOW rocynapcTBEHHOM nporpammsl. Cpenu
HUX akTUBHYIO poib urpan Tan [[3sken (C.C. Tan wam Tan Jiazhen),
KoTopblid ObuT yuennkom T. Moprana (Th.H. Morgan), ®. JloGxkan-
ckoro u I'. Ctépreanta (H. Sturtevant). K magany pedopm /Ipu Cso-
MUHA OH CO3Jal M BO3MJIABISUI Kadenpy TeHETHKH B YHUBEPCHUTETE
O®ynanb, a B 1980 r. opranuzoBan u Bo3riaBua lcciemoBaTenbCeKuin
TeHETHYECKUH MHCTHUTYT MpU TOM ke yHuBepcurere. B 80-e roapl Obl-
mu co3paHbl Kurtaiickas HayyHasi eBreHHueckas acconuanus, Kuraii-
CKasl acCoLanys eBreHUKH W BBICILIET0 BOCIIUTAHUS M PErHOHAJIBLHBIC
€BreHMYECKHE ACCOLMALNK, KOTOPBIE CIIOCOOCTBOBAIM OBICTPOMY TIO-
SBIICHUIO Kadeap eBreHUKU B OOJBIIMHCTBE KUTAHCKUX YHUBEPCHUTE-
TOB, M3JIAHHUIO YUeOHOH TUTEpaTyphl U pa3padOTKe MHOTOYHCICHHBIX
IporpaMM IO E€BIEHHYECKOMY BOCHHTAHHUIO HaceneHus. Mx paborty
KOOpIUHHPOBa1 KOMHTET 10 KOHTPOITIO 32 POXKAAEMOCTBIO.

Kpome Toro, HeoOX0AMMO OTMETUTH OOCTOSITENHCTBO, KOTOPOE
MPEAONPEACIUIO0 TEXHOKPATUICCKUI MEHTAINTET KUTACKUX €BIeHU-
koB. B Tspkenoe necsarunerne KynerypHo#t peBomoru (1966-1976),
KOT1a MHOTHE T€HETHYECKHE HCCIEAOBAaHUS ObUIM MpPEKpalleHbl, BbI-
KHUBAHUIO TEHETHYECKOro cooOlIecTBa CHocoOCTBOBala MOIIEPKKA
YUYEHBIX, HHXECHEPOB M PYKOBOAUTENEH MPOMBILIUIEHHOCTH, CBSI3aHHON
C SIACPHBIMU U OOOPOHHBIMH HCCIECAOBAaHHMSIMU. B OTHOLIEHUH 3TOM
TpYIIBI, HECMOTPSL HA BCE MICONOTHYECKUE MepTypOaluy, IpOBOIU-
Jlach MOJUTHKA KOHTPOIHMPYEMOH M OTrpaHWYEeHHOH cdepoil HaydHO-
TEXHUYECKOT'0 COTPYAHUYECTBA «OTKpHITOCTH». KuTaii mocie pa3poiBa
¢ CCCP (mocne cmeptu M.B. Cranuna) pacmmpuil MeXIyHapOIHOE
COTPYIHHYECTBO B ATUX 00JACTSAX C Pa3sBUTHIMH KalTUTaTUCTUIECKUMHU
cTpanaMu. B cTpaHy mocrymnana Hay4Has W TEXHOJOrMYECKasl JuTepa-

107



Typa. B maeonornyeckom cMbIcie OT yYEHBIX M MHKEHEPOB TpeOoBa-
JUCH JIOSUTBHOCTh, HAyYHO-TEXHUYECKas KOMIETEHTHOCTh U 3 dek-
TUBHOCTb.

[TosTOMY B 3TOI1 cpene CIOKUICS 00ueHay Hbli TEXHOKpaTuie-
CKHH CHUEHTHCTCKUI 3TOC, KOTOPBIM OKa3ajcsi OYeHb CO3BYYEH Ipar-
MaTHueckomy Hactporo pepopm IsH Csonmna. He ciyuaiino, uTo eB-
reHudeckas mporpamma [IpH CsionmvHa, W3BECTHAas Kak HporpaMma
«OIHOTO pedeHKka», Oblla OCHOBaHa Ha HeJOOPOBONBHON AemMorpadu-
YECKOM MONUTHKE, JUPEKTHBHOM MEIUKO-TEHETHYECKOM KOHCYJIBTHU-
POBaHUM, OTPaHUYEHHSIX IS BCTYIUICHHS B Opak W APYTHX HPUHYXK-
natormmx Mepax [9]. Lems aToii mporpamMmbl 3Byuaia Tak: «Poxaii pexe,
no3ke u myqme». 3a 40 ner eBrennueckas nporpamma /> Csonuna,
0€3yCIIOBHO, B TIOCTOSIHHO OOHOBIISIEMOM BHUZE, COXpaHHJIa CBOH TeX-
HOKpaThyeckuii HacTpodl. V3MeHeHne MONUTHKH OZHOTO pedeHKa C
2016 T. Ha TONMUTHUKY IBYX U, IJs1 HEKOTOPBIX NPOBUHLMMH, Tpex AeTel
HE M3MEHWIO OoOIIeli eBreHW4YecKoil TOJMTHKY, HalpaBJIeHHOW Ha
yIIydlIeHHEe KauecTBa KUTalckoil momynsauuu. HoBelmm nposBiIeHn-
eM SIBIISIETCS MacCOBOE JIBUKEHHUE 33 KMAaTOYHYIO MOPaJb», MPEAroa-
TaloIIyI0 paunTeIbHOE MCIONb30BAHNE KEHIIMHOW CBOSH MaTKH s
BBIHAIIMBAHUS XOPOIINX, a He e eKTUBHBIX 1107108 [10].

CuueHTU3M U TEXHOKPAaTH3M — MOILIHbIE, HO HE eIUHCTBEHHbBIE
uAeiHbIe TEHICHIINH, ONpPEACISIONe JMHAMUKY KUTaCKUX pedopMm.
He cnenyer 3a0piBaTh, uro Kurail He oTkaszancsi oT KOMMYHHCTHYE-
ckux uaeil. Conuanu3M ¢ KATalCKUMH OCOOEHHOCTSIMH BKITIOYAET B
ce0s1 IIEHHOCTHYIO COCTaBIIAIONIYIO, HACTaNBasi HA TOM, YTO PHIHOYHEIE
MEXaHHU3MBbl XO3AHCTBOBAHUS U HAYYHO-TEXHOJIOTHUECKHH MPOTpecc —
9TO CPEICTBa Ha MYTH YIYYLICHHS >KU3HU JIIOJCH U TMOCTPOCHUS 2ap-
MOHUYHO20 0OWecmaa, a He 11eMb, 3HaunMasi cama 1o cede. IToatomy B
MPOTHBOBEC CIUEHTHCTCKUM M TEXHOKpaTHYecKHMM wuziesim B Kurae
aKTHBHO HCCIEIYIOTCS MPOOJEeMbl COBPEMEHHOTO T'yMaHH3Ma, KOTO-
pBIE COYETAIOT TPHU MACOJIOrMYECKUX MOAX0/a: TPaJULIMOHHAs KOH)Y-
nuanckas ¢unocopusi, 'yMaHHCTHUECKHE HIEH 3alaJHOro TUIA U CO-
BpPEMEHHBII BapUaHT MapKCUCTCKOTO MMOHUMaHUs TymMaHu3Ma. [lonesHo
MOJYEPKHYTh, YTO KUTAWCKUN SKBUBAJICHT Ui TEPMHHA «EBTEHHKa»
MMeeT JIPeBHUE KOPHU B KOHIeNIH totreHr (yousheng — 6maropomHoe
pOoXaeHHE), TTOAPOOHO pa3BuTON B KoH(pyumanckon ¢unocopun. On
coueTan B cebe M o0ecredeHIe POXKACHHS 370pOBOr0 pedeHka (Mephl
10 037I0POBJICHHUIO CIIEPMBI OTI[A, KPOBH MAaTepPH U BOCIIUTAHUS TLIOJA),
U TIOJUIepKaHKe 3J0POBbS M 37J0pOBOr0 00pasa JKW3HH, U MOJIydeHue
BBICOKOKa4EeCTBEHHOTO 00pa30BaHMSL.

Brostnueckue nccnenoBanus, OpHEHTHPYIOLIMECS HA 3alaJHyIo
¢wmtocoduro, mpeanaralOT HE CTONBKO 3aUMCTBOBAHHE 3alaJHBIX
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NPUHIUIIOB W TIPaBHJI, CKONBKO OOOCHOBaHME ONPENEIIEHHOTO poja
KOHTPYIHTHOCTH KUTAMCKUX TPAJULMOHHBIX [IEHHOCTEN B MEAULIMHE U
COBPEMEHHBIX ITUKO-TIPABOBBIX peryisimii [11]. Bmecrte ¢ Tem mocto-
STHHO MOJYEPKUBAETCS, YTO B KUTAMCKONH COBPEMEHHON METUIIMHCKON
9THKE MpHUMaT OTAAeTCd HE WHIUBUAYAINCTUYECKOMY IPHUHLHMITY aB-
TOHOMHH, a MHTEPIPETUPYEMOMY CKBO3b MPHU3MYy CEMEMHBIX LIEHHO-
cTedl mpuHOuMy OjaroTBopuTenbHOCTH. To, 4TO OT cels moOaBisier
KHTalicKast OMOITHKA U KUTAalCKask UIACONOTHS B LIEJIOM — 3TO HPUHYUN
eapmonuu. Borpoc He TONBKO B TOM, YTOOBI JIIOH, 3aTPOHYThIE 00IIei
npo0ieMoid, cornamaiich Ha OINpeAeieHHbIe ACHCTBUS CO CTOPOHBI
IpYTUX, 3aKJII0YUB CBOEOOpa3HBIA MOpaJbHBIN MM MPaBOBOW JOTO-
Bop. HeoOxoanMo cTpeMuThCst K TOMY, YTOOBI B pe3yibTaTe JOCTHI-
HYTOT'O COTJIacHs LIEHHOCTU M MHTEPECHl YYaCTHUKOB B3aUMOJEHCTBUS
(Bpaueit, MAaLMEHTOB, WICHOB CEMBH W APYTUX 3aTPOHYTHIX JIIOACH)
pa3BUBAIUCH OBl TADMOHUYHO.

Mapkcucmcxue uoeu emecme ¢ udeamu Mao I[330yna u opy-
2UX KAaCCUKOE MAPKCU3MA-TCHUHUZMA 00PA3YIOm A0pPO COBPEMEH-
noii uoeonozuu KIIK. Cnenyer oTMeTUTh IpuMedaTenbHbiid paxt. Ha
(dbopMupOBaHKE UAEH COBPEMEHHOTO MaPKCUCTCKOr0 TyMaHnu3Ma B Ku-
Tae Cepbe3HOE BIUSHUE OKA3bIBAIOT MIEH OCHOBOIOJIOXKHUKA POCCHMH-
ckoit Omoatuku akanemuka WM.T. ®ponosa [13], u3BecTHOro KHHTOM
«['eHernka u nuanekThka» [14], 3aBepIinBIICH UACONOTHYECKUI pa3-
TpOM JIBICEHKOBIIMHBI B Halllell CTpaHe, M €ro pemaroliell poibio B
WMHHLUALNHA COBETCKOTro mpoekra «['eHoM dernoBeka» (COBMECTHO C
A.A. BaeseiM u B.A. Durensraparom). Bynyun wieHom [oautOropo
LK KIICC u nomoraukom M.C. I'opbadeBa, oH cMor yoeauTh pyKo-
BOJICTBO CTpaHbl B HEOOXOAWMOCTH Hayala (pUHAHCHPOBAHUS STOTO
MIPOEKTa B YCIOBHSX OCTPEUIIETO MOIUTUYECKOTO U IKOHOMHYECKOT O
kpuszuca koHuna 80-x romoB. B cBoux mommTHuYECKUX B3IJsAaX Ha pe-
¢opmer B CCCP on cumnarusupoBai uaesm [ CsonuHa.

B uneonormueckoil ®u3HN KOMMyHUCTHYeckoro Kuras mpowuc-
XOAWUT TOCTOSHHOE CONEPHUYECTBO CIIMEHTUCTCKMX M T'yMaHHCTHYe-
CKUX MMPOBO33PEHMI], YTO IMO3BOJIAET HEKOTOPBIM HCCIENOBATENSIM
TOBOPHTH O ABYX KyJbTypax, BO3HHKIIUX B Xoze pedopm sH Csomnu-
Ha [15]. [TosToMy HEOOXOAMMO YYUTHIBATh, YTO BHYyTpH Kurtas cyie-
CTBYET MOIIHOE compoTuBieHue mnanam Xo L3sHpkys. Tak, 2 mapra
2023 r. B IlexuHe cocrosuiachk mpeacTaBuTenbHast KoH(epeHus «Bol-
30BBI U OTBETHI HA 3TUYECKHE BOMPOCHI YIPABICHUS HAyKOW M TEXHO-
JIOTUSMU», B KOTOPOH NPUHSIIN y4acTHE TeHETHUKH, OMO3TUKH, Bpaud U
nonutike [16]. B enuHOrIacHO MPUHATOIN PE30TIONUH YTBEPKIACTCS !
«MBI pemUTENBHO OCyXkaaeM no3uiuio X3 L3sHbpKys U ero otkas 3a-
JIYMaThCsl O CBOMX MPECTYIHBIX JEWCTBUAX, CBSI3aHHBIX C HApYIIEHUEM
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ATUYECKUX HOPM U TPaBHUJ PEAAKTHPOBAHHS T'€HOB, a TAKXKE €ro BBO-
JSITIYIO B 3a0JTyKICHU € MAPKETUHTOBYI0 KaMITAaHUIO TI0 HCCIICTOBAaHUIO
penkux 3a0oneBaHUM, HE HMEIONIYIO 1O COOOH HAyJYHOW M 3TUYECKOM
OCHOBBL. MBI TIpejyIaraecM peryupyroIuM opraHaM Ha4aTh pacclieno-
BaHHE TIPEANONAracMoro MOBTOPHOrO HapyineHus: X5 [I3sHpkyeM Ha-
YYHOH TOOPOCOBECTHOCTH, ITUYECKHX HOPM, 3aKOHOB M TipaBui» [16].

OnHOBpEeMEHHO ObLIa MOMYCPKHYTa HEOOXOAMMOCTH COOIIOZEC-
HUS YETBIPEX YCJIOBUH NIl pa3pellicHUs Ha MPOBEACHUE MHHOBAIMOH-
HBIX SKCICPUMEHTOB Ha YenoBeKke (BKIrOUas SMOPHOHBI). Bo-mepBhIx,
COOJTFO/ICHNE 3aKOHO/IATEIbCTBA U MPUHATHIX MEKTYHAPOIHBIX dTHUE-
CKUX MPHUHIIMIIOB. DKCIEPTH3a MPOCKTOB HE3aBUCUMBIMU STHUECKIUMHU
KOMHUTETaMU. B0-BTOpBIX, OOIIECTBEHHOE MEXIAUCIHUILIMHAPHOE O00-
CYXJICHUE COIMATbHBIX PHCKOB WHHOBAIUN. B-TpeTbux, mpo3pavyHoCTh
B MIPOBEJICHUH HCCIICIOBAHNM, HEOOXOAUMAS JJII COXPAHCHHUS JTOBEPHS
K HayYHBIM SKCIICPUMEHTaM Ha JIFOJSX, ¥ BHYTPH CTPaHbI, ¥ Ha ME&XKITY-
HapOJHOM YPOBHE. B-4eTBEpPTHIX, OTKPHITOCTH JJSI MEKIYHAPOIHOTO
HayYHOTO COOOIIECTBa, KOTopasl obecredrnBaia Obl BBICOKYIO MOPaJIb-
HYI0 U MPO(ECCHOHATBHYI0 PENyTAIlUI0 KUTAWMCKUX YYEHBIX U MHUPO-
BOE MPU3HAHUE UX JIOCTUKCHUU.

Otu TpeOoBaHMS HANpaBICHBI HE Ha 3amper HCCICAOBaHUN B
00JIacT! pelakTUPOBAHUS TEHOMOB SMOPHOHOB YEJIOBEKa, HO JIUIIH Ha
BBITIOJTHEHUE MPUHATHIX B KuTae u Apyrux crpaHax 3THYECKHX W TIpa-
BOBBIX HOpM. CamMul €BreHUYECKUE UJICH, 3AJI0KCHHBIC B JOKTPUHE pe-
dopm u omxpeimocmu JIoH CsOMMHA COMHEHHUIO HE IMOJBEPraroTcs.
OHH COXPAHSIOTCS U KAYeCTBEHHO MOJICPHU3UPYIOTCS B MTpOrpamMMax Io-
CTpOeHUS 2apmoHuuno2o obwecmaa npeacenatens KHP Cu [[3unbnmHa.

Bexrop uccnenoBatenbCkoi U peIpUHIMATETBCKON aKTHBHOCTH
X5 1I34HBKYS XOpOIIO BIMCHIBAETCS B ATO HANpPAaBICHUE KUTAMCKOU
EBreHUYECKOH TTPOTPaMMBL. DTO MPEANOIOKEHUE TIOyYaeT JOMOIHU-
TEBHOE MOATBEpKIAcHNE. [10 JTaHHBIM UCCIICIOBAaHUN Ha MBIIIAX MY-
taiuss CCR5-A32, ucnonb3oBaHHas X3, BBI3BIBACT YIYUIICHHE UX
MHTEIUICKTYaJIbHBIX CIIOCOOHOCTEH, maMsaTi u odydaemoctu [17]. Ha
OCHOBAaHUW 3TOTO MOXHO NPEIIONaraTh, YTO €ro BO3MOXKHAS ITOJ-
JICPIKKA CO CTOPOHBI aKaJIEMUYCCKUX U FOCYAapPCTBEHHBIX opraHoB (0e3
ATOTO OH HE CMOXKET TOJYYHUTh Pa3pelieHue Ha HCCIICAOBATEIbCKYIO
paboTy COTJIACHO HOBBIM MpaBHJaM) OyAeT CBSI3aHA C OXKHIAAEMBIM
BKJIQJIOM B PCATU3AIIUIO KaK MPOrpaMMbI HETATHBHOM €BreHUKH («HC-
MPABJICHUA» MATOJIOTHUYCCKMX MYTAIWii), TAK W TO3UTHBHON — yITydIrie-
HUS MHTEIUICKTYaJbHBIX KauecTB OYAYIMX TIOKOJICHUH KUTanIieB. B cBs-
34 C 3TUM HEOOXOJMMO YUYECTh BIIMSHHAC €BICHUUYECKUX MPOTPaMM Ha
TPaJUIIMOHHOE KOH(YIMAaHCKOE TOHMMAaHUE TOCYJapCcTBa KakK OOJb-
IO CeMbH. BakHBIM acmekToM 3a00ThI O KH3HECTIOCOOHOCTH (BU-
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TaJIbHOCTH) YJICHOB ATOH CEMbU CTAHOBHUTCS 3a00Ta O €¢ HallMOHAJIb-
HOM reHOMe. TeM caMmbIM HaTepHAJIMCTCKas 3a00Ta O WieHaX CEMbH,
CTapIIMX O MJIAAIINX, BKIIOYAEeT 3a00Ty O elle HEepPOXKICHHBIX Oymy-
mux rpaxaaHax Kuras.

HyxHO OTMETHTH, YTO €BreHHYECKHE MPOTrpPaMMBbl OPraHUYHO
JOTONHAIOTCS. 00pa30BaTeNbHBIMU MPOrPaMMaMH, KOTOPBIE CTPOSATCS
cornacHo uaesim [Ipa CsionnHa Ha CTPOro COOII0AAEMOM MEPUTOJIOTH-
YECKOM IOJXOA€, T.€. CTPOro Ha OCHOBE OLIEHKHM 3HaHWi. Bo Bpems
KyJbTYPHOH PEBOMIOLMH MNPEHMYILIECTBA Il MOCTYIUIEHHS B BY3BI
MOJTyJald aKTHBHBIC YYACTHUKU IBM)KECHHS XyHBEHOWHOB, MpeACTaBU-
TENU TpoJieTapuara W KpecThsHcTBA. OOpa3oBaHHE CTalO JOMOJIHH-
TENBbHBIM HMHCTPYMEHTOM KaueCTBEHHOI'O YITYUYLICHHUS UYeIOBEYECKOTO
noreHuuana. Ilocon Kuras mpu Esponelickom Coroze Yanr Munr
noauepkHyn B peun Ha Kuraiicko-EBpormeiickom ¢opyme «Paszutue
yepe3 OTKPBITOCTh. B3ammuas BbIrofa uepe3 Koomeparuio». «Copok
net Hazax rocrnoauH [pa CSomuH NpUHSIT CMENoe peleHne 0 Bo300-
HOBJIEHMH BCTYIUTENBHBIX 9K3aMEHOB B KOJUIEIKH MOCTIE JECATUIIETHE-
ro nepepbiBa. S ObUT OMHUM M3 MHUJUTMOHOB TEX, KTO CIajl 3TOT SK3aMEH.
Bnarogapst 3ToMy s CMOT TOCTYIIUThH B KOJUIEIK, MO3KE MOCTYIIUTH HA
JIUIMIIOMATHYECKYIO CITY>KOy M CETOTHs BBICTYIAIO Nepes BaMU B Kade-
crBe mocia. [lomoOHbIe MCTOPUH MPOM3OLLIH CO MHOTUMH JIOJbMH
MOETro BO3pacTa U MOJIOBIMU MoKoieHusiMu B Kurae» [18].

CyIIecTBEHHBIM ~ DIIEMEHTOM  00pa3oBaTeNbHBIX  MPOTPaMM,
o0ecIieunBaloOIMX YIydlIeHHEe KauecTBa YeOBEYECKOr0 MOTEHIINANA,
BBICTYHAeT npunyun omkpvimocmu JIpH CsoNKHA, NMpeanoaaraonui
HIMPOKYI0 HPOrpamMMy MEXAYHAapOAHOIO HAay4yHO-TEXHHUYECKOr'O CO-
TPYAHUYECTBA M COTPYIOHHYECTBA B 0OjacTu oOpazoBanus. Tombko B
CIIA exeromHo o0yd4aroTcsi COTHH THICSY KHUTAHCKHX CTYACHTOB H
acrupanToB (Kak 3a CUeT rocylapcTBa, Tak U 3a CBOM cyeT). ExeromHo
KHUTaCKOEe TPaBUTENBCTBO MPOBOJUT KOHKYPCHI Ha JyYIlNE pe3yibTa-
THI UCCJICIOBAHMI MOJOABIX YUYEHBIX, Pa0OTaIOMMX B AMEPHKE, MpH-
Cy)XJasl TOCTaTOYHO BBICOKHE ACHEKHBIC PEMHUH U Bpy4as cepTudu-
KaThl BBICOKOTO KadecTBa MOJy4YeHHOro o0pa3zoBaHus. JlaypeaTsl 3THX
npeMuii ociie Bo3BpalueHus B Kuraii nmerot npenMyIecTa B moryde-
HUM TOCYAAapCTBEHHOTO (PMHAHCHPOBAHUS KOMMEPUECKHX M Hay4YHBIX
craptanoB. OJHUM U3 TaKUX JlaypeaToB Kak pa3 u Obut X3 L[3aHbKYi B
2011 r. On noxyumn Ph.D. B YauBepcurere Paiica u o0y4aincs TexHo-
norun CRISPR/Cas penaktupoBanus reHoma B CTO3H(POPICKOM YHH-
Bepcutere. Cpasy no Bo3Bpamienuu u3 CIIA nomolt oH cMOr opraHu-
30BaTh npu KOKHOM yHUBEpCHUTETE HayK M TEXHOJOTHH (MPOBHUHIUS
HI>HpwWKIHB) Ta0OPATOPHIO M OUMOTEXHOJOTHYECKYIO KOMITaHHIO,
CYMEBILYI0 aKKyMYyJHUPOBaTh KaK TOCYAapCTBEHHBIC, TAK U YaCTHBIC
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(B TomM umcie u 3a cuer KpaynpaHauHra) (GHUHAHCOBBIE PECYPCHI.
B pamkax coumansHbIX nporpamm, nocesimeHHsix XIX cve3gy KIIK B
2017-2018 rr., X> npeacTaBisuics B LEHTPAIBbHBIX CPEICTBAX Macco-
Boii nH(opmanrn KHP xak MupoBOii nuaep «TpeTbero NOKOJIEHUS TeX-
HOJIOTHH pefakTHpoBaHus reHoMoB». Cpasy mnocie 3asBieHus X5 Ha |l
MexayHapoIHOM CaMMHTE N0 PEJAKTHPOBAHMIO T'€HOMa YElIOBEKA B
l'oHKOHTe B KMTalCKUX CpPENCTBaX MACCOBOM MH(OpPMAlUU TOSBUIHCH
COOOILEHHUS O «TPAaHANO3HOM YyCIeXe KUTalCKONH HayKi». X3 BOILIOLIAT
Pe3yNIbTaT MPOrpaMMbl GOPMHUPOBAHKUS HOBBIX YITyUIICHHBIX KATAHIIEB.

Xapakrepusyst noiautudeckyo ¢unocoduto [pu Csonuna, wuc-
CJIEZIOBATENN NOJYEPKUBAIOT €ro nparmMatusM. Haiftu anamor nis mo-
HUMaHHs B €BPONEHCKON ITHUECKONW TPAAULIMK TPYIHO, HO, BEPOSITHO,
OmKe BCEro MOHATHE TaKTa — IOCTYNOK HE JOJDKEH aBTOMAaTUYHO
CJIEZIOBATh U3 3aKOHOB. OH HMX JOJIKEH YUUTHIBATh, HO B COOTBETCTBUH
C MHTYUTMBHO NOHHMAaeMOH YMECTHOCTBIO, CBOEBPEMEHHOCTBIO, CO-
Pa3MEpHOCTBIO U OCMBICIEHHOCTBIO — LIETSMH, ONpPEAEICHHBIMU TeHe-
panbHOI nuanel Komnapruu Kutad. Hanpumep, ogHu U Te e 3aKOHBI
WCIIONIB3YIOTCS ISl IOCTPOEHUS XpaMoOB M Ka3apM. B aTom nposBisier-
Csl HE BJIAcTh 3aKOHA, a BIACTh HCIOJIB3YIOIIEro 3aKOH B CBOMX KOH-
KpPETHBIX LIESIX YeToBeKa.

OpHOll W3 TakuxX KOHKPETHBIX MLENeH SBISETCA YCKOpPEHHas
TpaHCISIUIUS JOCTHKEHUI Hayku B cepy OM3Heca M 4acTHOTO Tpen-
npuHUMartenscTBa. Ho 3Tu cdepsl perynupyrorces IpyruMu 3aKOHAMHU
u, Oyay4r IPUOPHUTETHBIMHU, CO3AAI0T OpeId B KUTAiCKOM 3aKOHOJA-
TENBCTBE, PEryaupyromeM OHMOMEeOUIMHCKUE HccaenoBanus. «Obec-
nedeHre coOMoaeHNs 3aKoHa Bceraa ObUIo MpoOJIeMoil B KUTaCKOM
CHCTEME YyIIpaBJIEHUs HAyYHBIMU HCCIeAOBaHUAMU. X3 L[3sHbKYH ucC-
MOJIB30BAJ YS3BUMOCTb CUCTEMBI, HAa KOTOPYIO KUTaliiCKOe COOOIIECTBO
OMOSTHKOB yXe JaBHO oOpamiaeT BHHUMaHUE PerymaropoB. [Ipexme
BCEro citydail X3 NpoJAeMOHCTPUPOBAII OMTACHOCTh YBEJITNYHBAIOILET OCS
pa3pbiBa MEXY HAIIMOHAJIBHBIM CTPEMIICHHEM YYEHBIX K COTpYIHUYE-
CTBY C NPOMBIIIJIEHHOCTBIO U YaCTHBIMM MPEANPUATUIMU U XpOHHYE-
CKHM IpeHeOpeXEeHNEM K CO3JaHMIO Ui HUX COOTBETCTBYIOIICH 3TH-
YEeCKOM W peryiupytomeid nappactpykryps» [19]. MHpiMu croBamwy,
HOpMaTUBHO-TIpaBoBasi 0a3a, pa3paboraHHas B OmHOW cdepe, oOkaza-
J1ach HEyMeCTHOW B Jpyroil. C y4eToM NpHOpUTETa TPAHCISIIUOHHBIX
3a1a4 X3 MOT M, BEPOSATHO, €IIE CMOYKET PEan30BaTh CBOM IPOEKT,
HalAs 3a30p MEXAY pa3HBIMU HOPMAaTUBHBIMH CHCTEMaMHU.

MoHO TaxKe NPEANOIOKHUTh, YTO MOCIIE JKECTKOM KPUTHKHU CO
CTOPOHBI MPEACTABIAIOUMX T'YMaHUCTHYECKYIO KYJIbTYpY CIELHalIn-
CTOB B 00J1aCTH OMO3TUKHU MPOEKTHl X3 OyAyT ohOpMIIEHBI B COOTBET-
CTBUM C HOBBIM 3aKOHOJATEIbCTBOM, OTBEYAIOIIUM MEXIYHAPOIHBIM
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crangaptaM. Ilocnme sToro oHH, ckopee Bcero, OyayT OIOOpEHBI H
OCYIIECTBIICHBI, CIIPOBOLUPOBAB B APYTUX CTpaHax 3(PQeKT TOMHHO.
Bynem HazmesaTbes, 4YTO pEKOMEHAALNY 10 HAIUISKAIIEMY YIPaBICHUIO
(good governance) stux skcriepuMeHTOB OyayT yureHsl BO3 u mpuse-
OyT K CO3IaHUI0 MEXKIYHapOTHOTO peecTpa, oOMeHy MHpopManueld u
MOHHUTOPUHTY OTAAJIEHHBIX TOCIEACTBHIA SKCIIEPUMEHTOB 10 PEIAaKTHU-
pOBaHUIO TeHOMa AMOPHOHOB uenoBeka. Cyns Mo MepBOHAYANbHBIM
aHam Xo, 3TH SKCIIEPUMEHTHI OYAYT OCYIIECTBIICHBI B BUAE YaCTHOM
WHUIMATHUBEI, TOANEPKUBAEMO KPYIHOH, BO3MOXKHO, aMEpUKaHCKOM
KIMHHUKOH, CTICHNaIM3UPYIOIIEHCs B 00IaCTH HOBBIX PENPOAYKTUBHBIX
TEXHOJIOTUH, OPHEHTHPOBAHHOW Ha COCTOSITENBHBIX KIHEHTOB. [loka
TEXHOJIOTUU HE OTJIAKEHBI B TOJDKHOW CTENEHU U HE 3alyleHbl B Mac-
COBOE MPOM3BOJCTBO, TAKOW IMOJXOJ BIIOJHE OmNpaBiaH. B kauecTBe
«BUIICHKW» HA TOPTE KIMEHTaM IIOMHMO HCIIPABICHUS ITOJIOMOK» B
reHoMe SMOPHOHOB MOXKHO OyJieT, mmocie JOMOTHUTENbHBIX HCCICHO-
BaHWMN, TPEAJIOKUTH YIyUIICHUE WHTEIUICKTA WM WHBIX TOJIE3HBIX
Ka4eCTB «OTPEJaKTHUPOBAHHBIX» OyAYIINX JETEH.

[o3umust TrocymapcTBa B AaHHOM ciydae OyIeT OmpeaensThes
TpeMsl CTpPaTerMYecKUMH HHTepecaMu. Bo-mepBbIX, obecreueHneM
OTKPBITOCTU B 00JIaCTH HAYYHO-TEXHOJIOTMYECKOT0 COTPYIHHYECTBA U
oOpazoBaTenbHBIX Tporpamm. IlosTomy pa3paboTaHHbIE IpaBHia
JOJDKHBI OBITH COOJTIOICHBI (COOTBETCTBOBATh MEKIYHAPOIHBIM CTaH-
naptam). Bo-BTOpBIX, OTBETCTBEHHOCTh 332 HEOJIArOMPHITHBIC TOCIEI-
CTBHA DKCIIEPUMEHTOB OYZET BO3JOKEHAa Ha DKCIEPUMEHTATOPOB.
MoXHO Tpeanoyiarath, Y4uTBHIBas 3TO OOCTOSATENBCTBO, YTO LITpad
(oxomo 434 000 USD), Bo3ioxkeHHBIN Ha X3 pelIeHHuEeM cyaa, odecrie-
YMBaJl MEIUIIMHCKOE 00CTY)KMBaHUE JIEBOYCK, POKACHHBIX B pe3yibTa-
T€ dKCIEPUMEHTa. B-TpeTbuX, KaK TONBKO TEXHOJOTHH, HCIOJIb3yeMbIe
X3, Oynmer OTNIaxeHb], MPHU3HAHBI Oe30macHbIMH M A()(EKTUBHBIMY, a
TaKXe OTHOCHTENBbHO AOCTYIHBIMH, OHH OYAyT MCIOJB30BAaHBI B KH-
TaliCKOW €BrE€HUYECKOM MporpaMMme.
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BUO2TUKA U T'EHETHUKA:
OIIBIT NTIPAKTUYECKOU ME/IMIIUHbI

M.B. Bopounuosa, T.U. SInoBa,
B.B. IloasikoBa, H.A. boaxyHoBa

ITUUYECKHUE BOIIPOCHI B PEAJIBHOM
KJIMHUYECKOU MIPAKTHUKE

Annomayus. ITAYECKHE BOIPOCH!, CBSI3aHHBIC C TEHETUYECKHM TECTHPOBAHH-
eM, mpuobpenr OONBIIyI0 aKTYaJdbHOCTH H3-3a OBICTPOTO Iporpecca MOJEKYISIPHO-
TEHETHYECKUX TeXHONOrnid. HaydHble OTKpBITHS TMOCTYXIIM IPUYUHON TOTO, YTO
9THKA, UMEIOIIask MPSIMOE OTHOIICHHE K ITPOOJIEMaM YeIOBEUCCKON JKH3HHU, HE TOJIBKO
CTaHOBUTCSI 00BEKTOM MPUCTATIBHOIO BHUMAHMS CIENNUAINCTOB, HO B CAMOM IIMPOKOM
CMBICTIE OKA3bIBACTCS CBS3YIOUIMM 3BCHOM MEXKAY HAyKOW M 00mecTBOM. DJTa CBA3b
MOXKET TIOMOYb HaJaJuTh M YIIyOUTH JOBepHe OOLIECTBAa K HayKe, yI€HBIM W Hayd-
HBIM pa3paboTkaM. B riaBe ommcheIBaoTCsl 4acThle KIMHHUYECKHE CHTYAIlHH, ¢ KOTO-
PBIMH €KEHEBHO CTAIKHBAIOTCS CHEIUATIHCTEI B OONACTH T'€HETHKH, HAMCUYAIOTCS
BO3MOXXHBIE ITyTH PEIICHHS] BO3HUKAIONIIX IIPOTHBOPEUHH.

Kniouesvie cnosa: kKnMHUYECKas: MPAKTHKA, COOOIIEHNE AWArHO3a, HHPOPMH-
poBaHHOE TOOPOBOJIBFHOE COTJIACHE, HCIIONb30BaHIE OroMaTepuana, ITHIECKUE acleK-
THI BTOPOTO MPO(eCCHOHATFHOTO MHEHHSI.

BBenenne

OTUYeCKHE BOIPOCH], CBSI3aHHBIE C NEHETHUYECKHUM TECTHpPOBa-
HHUEM, TproOpenn OOJBIIYI0 aKTyaJbHOCTh U3-3a OBICTPOTO Mporpecca
MOJIEKYJIAPHO-TEHETHUEeCKNX TexHonoruid. IlepBas myOmukanus, mo-
CTaBMBIIAsA TOJ COMHEHHE KIMHUYECKYIO0 3HAYMMOCTb O0O0BbeMa IOy-
YEHHBIX JaHHBIX, BBIIUIA OJHOBPEMEHHO C pe3yibTaTaMH IPOEKTa
«["eHom uenoBeka» [1]. Yike Torna crai mpocneKHBaThCs pa3pbiB Me-
Ky CTPEMHUTEIBHO BO3PACTAIOIIMMH J1a0OPaTOPHBIMU BO3MOXKHOCTSI-
MU U 3HaHUSIMH, HAaKOIUIGHHBIMH YeNOBeuYecTBOM. HaydHble OTKpBHITHS
MOCTYKWINA MPUYMHON TOTO, YTO 3THKA, UMEIONIAsl MPSIMOE OTHOILLIEHHE
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K Mpo0JieMaM 4eI0BEYECKOM JKH3HH, HE TOJIBKO CTAHOBUTCS 00BEKTOM
NPUCTAIFHOTO BHUMAaHHS B KPYTy CIICIIMAINCTOB, HO B CAMOM IIHPO-
KOM CMBICJIC CTAHOBHUTCS CBSI3YIOIINM 3BEHOM MEKIY HAYKOH M oOIe-
CTBOM. DTa CBSI3b MOXET IOMOYb HAJIAIWTh U YIIyOUTh TOBEpHe 00-
IIECTBA K HAayKe, YYCHBIM M HAYYHBIM pa3padoTKaM.

BnepBble aTHYECKHE TPUHIUITBI METUIUHCKOH TCHETUKU OBLIH
chopmynupoBanbsl B 1997 1. B mporpamme BcemupHol opraHu3anuu
sapaBooxpaneHust (BO3) mo reHernke denoBeka [2], Tae M3I0KEHBI
ATUYECKHE TPHHLUIBI JeATETbHOCTH T'€HETHYECKOi CyObl. Tarke
9TU TPUHLUIIBI OTPAKEHBI B PYKOBOJICTBAX U IOKYMEHTaX, KacaroIInX-
Cs 3aILIUTHI NIpaB uyenoBeka (nanpumep, 6 Konsenyuu o npasax uenose-
Kka u buomeouyune) [3]. B Poccun obuire nmpaBuia moBegeHUs Bpaya
M0 OTHOIICHHUIO K MAaIMeHTy u3iokeHbl B denepanbHoM 3akoHe «O0
OCHOBaxX OXpaHBI 3[I0pPOBbsl TpakaaH B Poccuiickoit ®eneparm» [4].
[Mpunsar u denepanbHblii 3akoH «O TOCYAAPCTBEHHOM PETYITHPOBAHUU
B 00JIaCTH TeHHO-WH)KEHEPHOW ACATEIbHOCTHY», PEriaMEHTUPYIOMIN
noA00HbBIE NCCIICIOBAaHMS Ha YeloBeKe [5].

B npenpinymeri nmyonukaruu (cm. MoHorpaduto «Coyuoeyma-
HUMAapHvle KOHMypsl 2eHOMHOU Mmeduyunwbr», 2021 T.) pacKpbIBarOTCS
ATUYECKHE TPOOJIEMbl MEUIIUHCKOW T'€HETUKH, 00YCIOBIICHHBIC CIIe-
IUGUKONH TEHeTHYeCKOW WH(OpPMALUK, OTMEYAeTCs HEOOXOIUMOCTb
MEPEOLICHKH TTOIX0I0B B OMOATHKE, BKITFOUas OOLICHHE Bpaya M IMaly-
eHTa [6]. B Tekymiem M3IaHUU MBI TOCTAPAIHMCH ONKCATh YacThIe KIIU-
HUYECKUE CHUTYallUH, C KOTOPBIMH ©KCIHEBHO CTAJIKMBAIOTCS CIICIIHA-
JIMCTHI B 00JIACTH TEHETHKH, U MOMBITATUCH MPEATIOIOKHTh BO3MOYKHBIC
MYTH PEIICHUS BOZHUKAIOUIUX MPOTHBOPEUHIA.

Coo0lenne THarLo3a

I'enernyeckue mcciaeq0BaHUS MOTYT BBI3BATh sl STUUECKUX U
COLIMAJIbHBIX BOMPOCOB. BeposTHee Bcero, 3TO CBA3aHO C TeM, YTO B
TCHETHUYECKOM KOHCYJbTHPOBAaHUM EAMHUIEH SIBISICTCS CEMbs, H3-3a
4ero reHeruueckas nHGopMauus CTaHOBUTCS HE COBCEM IEpCOHAIIb-
HOMW M 3aTparuBaeT MHTEPECHl POJCTBEHHUKOB. B CBs3U ¢ 3TUM OZHUM
U3 MEPBBIX 3TUYECKUX BOMPOCOB, C KOTOPBIM CTaKUBAIOTCS KIMHH-
LHUCTHI, SBISIETCS BOMPOC COOOIICHHs TUarHo3a W, CBA3aHHBIA C HUM,
WH(POPMHUPOBAHHOTO COTJIACHS.

Komy B mepByio ouepens cooOuiate pe3yiabTaT FeHETHYECKOTro
tectupoBanus? Kakoit 00beM uH(popManuy u npu Kakux 00CTOATEINb-
CTBax coo0IIaTh ManueHTy? BaxkHO omnpenenuTs, JOIKHO JIM B paMKax
TEHETHYECKOTO KOHCYJIBTUPOBAHUS CYIIECTBOBAThH IIPaBO HE 3HATH»?
Ecnu y omHOro 00cienoBaHHOTO 4YenoBeKa €CTh TeHETHYeCKas IMpe-
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PacHoOJIOKEHHOCTh K 3a00JIEBaHMIO, MMEET JIM 3TO TIOCIEICTBHUS IS
JPYTUX YICHOB €T0 CEMBbU?

Uro kacaercs o0beKTa MONydeHUs] WH(OPMAIUH, TO, COIVIACHO
MpaBUITy 0 KOHMUACHIIUATBHOCTH, WH(POPMAIIH O TCHETHYECKOM CTa-
TyCE YelIOBEKa MOXKET OBITH COOOIIEHA TOIBKO €My, €ro ONMeKyHaM U
KOHCYJIBTHPYIOIIMM ero Bpauam [2]. Hemomyctuma mepemaua uHbOp-
Marmu 0e3 Coraacusi TECTUPYEMOIo WM €r0 3aKOHHBIX OIEKYHOB JTFO00H
Tpethell cTopoHe (opraHaMm o0Opa3oBaHHs, pabOTOMATENIO, CTPaXOBBIM
KOMIIaHUSM, COIMAIBHBIM CITy)KOaM, Jpy3bsiM, HHBIM POJCTBCHHH-
KaM), TaK Kak 3TO MOYET TOBJCYh 3a COOOU TUCKPUMHUHAIUIO 3TOTO
JIUIla Ha OCHOBAHUU CBENIEHUI O €ro TEHETHYECKOM CTaTyce, YTO PaB-
HOCHJILHO CBOET'O POJIa KHEOCBI'CHUKE.

Bonpoc o ToMm, B kakoM 00beMe CIIeAyeT WIK HE CIEAYeT BhIa-
BaTh MAIMEHTY MOJNyYECHHYIO B XOJ€ TECTHPOBAHHS TCHETHYECKYIO
nHpOpPMALIMIO, SBISAETCS Oojee CIOKHBIM. Harmpumep, cooOmiate Jm
MAIMEHTY O pe3y/ibTaTaX MCCICSIOBAHMSI, €CIIH PEUb UJET O HACIC/ICTBCH-
HBIX 3a00JICBaHUAX, JUISI KOTOPHIX €Ile He pa3padoTaHO YCIEIIHOE
JeyeHrne. B HEKOTOPBIX cTpaHaX 3aKOHOAATEIHHO 3aIPEIIeHO POBE-
JICHUE TEHETHYECKOr0o 00CIeNOBaHUS IS ONpeelicHs 3a00ICBaHUT,
JICYCHNE KOTOPBIX TOKa 4To HeAocTymHo [7]. Tem He MeHee mpoBese-
HUE TEHETUYECKOr'0 TECTa B TAKUX CIIydasX MOXKET OBITh ONpaBIaHO
BO3MOXKHOCTBIO YCTaHOBJICHHS OKOHYATEIBHOTO JUArHO3a W COCTaB-
nieHust T1aHa HabmogeHus. Ocraercs OTKPBITEIM BOIPOC O HEOOXO/IH-
MOCTH MH(OPMHUPOBAaHUS TAIMEHTa O PUCKE BOSHHKHOBEHHUs 3a0oiie-
BaHMS B CIydYasX, KOTJa HEU3BECTHA TOYHAS JOJS BEPOSTHOCTU €ro
pa3Butus. JlOCTYITHOCTH TTOJHOTEHOMHBIX MCCIICOBAHUN MPUBOJIUT K
MOJTyYSHHIO JTOTIOJIHUTENBHBIX JaHHBIX, KOTOPBIC YCIOKHSIOT HEKOTO-
pBIe paHee CYIIECTBOBaBIIHE ITHYCCKUE MpoOieMbl. B wacTHOCTH,
peub UIeT 00 ATHYECKUX HOPMaX, CBS3aHHBIX CO CIyYaiHBIMH HaXOJ-
KaMH ¥ TIPU3HAHUEM BapUaHTOB M3MCHECHUN I'€HOMa, 3HAYCHHE KOTO-
pBIX B HacTosiee BpeMs HesicHo [8]. TToaToMy ¢ ManueHToM MOXET
00CYX/IaThCs TOPSAIOK BEIHECCHUS TAHHBIX HYKIICOTUIHBIX BAPHAHTOB
B 3aKJIFOUYEHHUE ¥ BO3MOXKHOCTh WX TIOBTOPHOW MHTEPIPETAIMH CITyCTS
HECKOJIBbKO JIeT. HecMoTpst Ha BapraHT IpeABAPUTEIBHOIO 00CYKIACHUS
C BpPAa4OM-TCHETHKOM OXKHJIAEMOT0 TICPEYHS TEHOB WX 3a00JICBaHUH, 110
KOTOPBIM TAIUEHT XOTENl Obl 0OCIENOBATHCS, CYIIECTBYET PEKOMEH-
JyeMbIii MUHHMAJIbHBIA CITUCOK T'€HOB JIJISI COOOIIEHHS O CITydalHbIX
Haxonkax [9]. OH mepHOaUYECKH MEepecMATPUBACTCS U BKITIOYACT Te-
HbI, MyTaIlU{ B KOTOPBIX MOT'YT HMETh KIIMHUYECKOE 3HaUeHue. Tak, B
2023 r. 6wt BrtoueH reH CALM1, acconmupoBaHHBINA ¢ CHHAPOMOM
ymHeHHOro uHTepBaia QT, XapakTepu3yrOIUIiCS BBICOKMM PHUCKOM
Pa3BUTHUS OMACHBIX JUIS )KU3HU apUTMUi. C yIEeTOM TOr0, 4TO Y KaXKI0ro
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MalMeHTa MOXKET OBITh BBISBJICH XKHU3HEYTPOXKAIOLIMIA PUCK, Bpady He-
00XOIMMO TIPUMEHITh MHIMBUAYaJIbHBIA MOAXOM, TOXOJYUBO OOBsC-
HATH MAalMEHTaM MOTEHIINAJIbHBIE PE3YNbTaThl 00CIENOBaHUS ISl TO-
r0, 4T00BI 3Ta HH(pOpMAaIKs Oblila TOHECEHA 10 MALMEHTA eIIe Ha dTare
MPEATECTOBOI0 KOHCYJIBTHPOBAHUS, HECMOTPS Ha M3HAYAJIBLHOE MPaBO
MALMEHTa <HE 3HATH».

I'enernyeckue uccaenoBaHus MO3BOMAIOT BBISIBIISATH CAMYIO Pa3-
nnaHyto nH(opMannio. B 3aBrucuMOCTH OT BRIOpaHHOTO METONAa U KO-
JMYECTBA TEHOB 3aKIIOUYCHHE MOXKET COJEepKaTh HE TOJIBKO BHIOpaH-
HBIN CIIEKTp MyTalMi, HO ¥ IpyrHe, pa3Inyaronyecs Mo KIMHIYECKOMY
3HA4YCHUIO, BapuaHThl. Yamie Bcero MoNeKyJspHO-TEHETHYEeCKUue HcC-
CIICIOBaHMS HCIONB3YIOTCS Uil yCTAHOBJECHHS IWArHo3a, orpernelne-
HUS TPOTHO32, PUCKA HACEIOBaHMs Y POICTBEHHUKOB, a TaKXe Tak-
TuKHU JedeHus. [locne moiaydyeHus pe3ynbTara y NalueHTOB BO3HUKAET
BOIPOC, YTO UMEHHO 3Ta MH(POpMAIHs 03HAYaeT U KaK €€ HUCIOJIb30-
BaTh B XM3HU. KpoMe TOro, manueHTsl, CaMOCTOSTEIBHO 3aKa3aBIlIne
Takue TecThl 0e3 MPOBEACHHS IMEPBUYHON MEIMKO-TCHETHYECCKOM
KOHCYJIbTALlMH, HE MOTYT B TIOJIHOM Mepe 0CO3HaBaTh 0ObEM U CMBICIT
MOIYYEHHBIX PE3YJIbTaTOB. DTO MOXKET IPUBECTH K HETOTOBHOCTH YCIIbI-
IaTh KOHCYJIBTUPYIOIIEro Bpaya, OOpallleHHIO0 MalueHTa K HeOOoCTOo-
BEPHBIM HCTOYHHUKAM, MPHUHATHIO IMOCHEIIHBIX BHIBOJAOB M PELICHUH.
Hanpumep, Ha mpueme Bpau-T€HETUK MOXKET COOOIIMTH O TOM, YTO
PHCK pa3BHTHS paka MOJIOYHOH kene3bl coctaBisieT 20%, ogHako npu
3TOM HalMEeHT MOXKET BOCIHPHUHATH 3Ty UHpopmanuio kak 100%-Hbrit
PHUCK Pa3BUTHUSI OHKOJIOTHYECKOrO 3a0oseBaHus. s mpaBuibHON WH-
TepIpeTalyy Pe3yIbTaToB TecTa HE0OXOAUMO MPOBOJUTE TEHETHIECKOE
KOHCYJIBTHPOBAHHUE ellle Tepen ero BeimonHeHneM. Ha mpenrectoBoit
MEINKO-TeHETHYECKOH KOHCYNbTalluK O0CYXIAeTCs BEPOSTHOCTh HO-
CHUTEIILCTBA MYTALlUU M PHCK Pa3BUTHS HACIIEICTBEHHBIX 3a00JICBaHNH.
Taxke UMEHHO 10 TEHETHYECKOTO HCCIEeIOBaHUs Bpauy cieqyeTr 00-
CYIOWMTh C TALMEHTOM MpaBO «HE 3HATH», TO €CTh TO, KaKOi 00beM HH-
(opMaLK TAaLMEeHT TOTOB MOIYYHTh, @ KaKUe PE3yIbTaThl 00CIeJOBaHUS
CllelyeT OTIPaBUTh UCKIIIOUNTEIBHO JieUalleMy Bpady. YUYUTBIBas, YTO
MpaBa aBTOHOMHOM JIMYHOCTH BBIXOAST HA MEPBOE MECTO, Bpady MpH
OOLIEHNH C TMAalUeHTOM PEKOMEHIyeTcsl M30erath, HACKONbKO BO3-
MOXHO, JAWPEKTUBHOCTH, Onarofaps NOIPOOHOMY OOCYXACHHIO
Ba)KHBIX aCIIEKTOB 00CIEIOBAaHUS ISl CAMOCTOSITEIHHOTO MPUHSTHS
pemienus. Bpady-reHeTnk momMoraer onpeneinTb 00beM HeOOXOIUMBIX
JUIsl TIallMeHTa OO0CIeAoBaHuN M O00CYKAAeT MOTEHIHAIbHBIN pPe3yiib-
TaT, BKIIOYas CTy4aiiHbIe HAXOAKH.

VYyacTue IICHXOJIOTOB B BEICHUH TALlEHTOB SBIACTCA OIHUM U3
HanpaBlIeHUN NepcoHann3upoBaHHol MequunHel. Hanpumep, 8 MKHI]
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uM. A.C. Jlorunosa /I[3M npumeHsieTcst MpakTHUKa NPUBICUEHNUS MEIU-
LUHCKHX MCUXOJIOTOB JUIsl KOHCYJIBTHPOBAHMSI TALIMEHTOB U CIIEHAJIH-
croB. [lpu BBISBICHMM MyTalWd MAlMEHT O0ECHOKOEH BEPOSITHOCTBHIO
Pa3BUTHA 3JI0KA4YECTBEHHOTO HOBOOOpA30BaHMsI, BO3HUKAET AHUCKOM-
¢dopT OT OKHUOaHUS cOOOLICHUST HHPOPMALIMH CEMbE, OMacEHHsI 110 T10-
BOJly CTHTMaTH3alH{, HEOOXOIMMOCTH MPOBEIEHHS MpodUIaKTHye-
CKHX oIepainuii, JTUCKOM(OpPT OT pHcKa cOOOIIeHUs WHGOpMaLHuU
MIOCTOPOHHUM, B TOM UYHCIJIE C YYETOM BEPOSITHOCTH U3MEHEHUS MeIu-
LMHCKOM CTpaxoBKH. B ciydae oTpHLAaTeNbHOTO pe3yibTaTra TecTa
MOXET BOSHHKHYTH JIO)KHOE YYBCTBO O€30MAaCHOCTH, YYBCTBO BHUHBI U
00€CIOKOEHHOCTh TpPHU OOHApY)KEHHH MYTallud Y POACTBECHHUKOB.
Cayx0a MCUXUYECKOTO 310pPOBbsI OKa3bIBAET MMOMOIIb, TIOMOTas Mpe-
MPUHUMATH NPO(UIAKTHUECKHE MEPBI HE TOIBKO B OTHOIICHUH Haly-
€HTa, HO M €ro POJACTBEHHHKOB, oOydyaer OOLICHUIO C OMU3KUMH U
YIPABIECHUIO CTPECCOM.

Bo mHoOrmx cmyvasx, Korja HalMeHThl MOJIY4alOT PE3ybTaThl
TeHETHYECKUX TECTOB, OHM BIAACIOT HH(OpMaIiel, KoTopas KacaeTcs
HE TOJBKO MX CaMHX, HO M MX OMOJOTMYECKUX POACTBEHHHKOB. DTO
ceMeifHOoe KadecTBO TCHETHYECKOM WH(OpPMAaluu CTaBUT Bpaudei B
STHYECKU 3aTPyIHHUTENbHBIC CUTYyallud, OCOOEHHO CBSI3aHHBIE C HE0O-
XOAUMOCTBIO COOMIOAaTh KOH(MICHIMAIBFHOCTh IO OTHOLICHHUIO K
npobanay. Hampumep, manmeHTKa, SBISIONIAACS HOCUTEIBHULICH MY-
TaIyH, Iperpacoaraomei K 3JI0Kka4ecCTBEHHOMY HOBOOOPa30BaHUIO,
MOXET HEe 3aXOTeTh ACNUThCS MH(opManueil ¢ poACTBEHHUKaMH, MO-
TOMY 4YTO 3TO MOXKET CTaTh NPUYMHON Pa3HOTJIacUi B CEMbE. YUUTHI-
Bas, YTO OJHUM M3 METOIOB MPOQUIAKTHKH HACIEACTBEHHBIX 3a00Ie-
BaHMH SBJISETCA NpEHAaTaJbHAas AWArHOCTHKA, HECOMHEHHO Ba)KHBIM
SIBJIAETCS] MIPEITECTOBAs MEIUKO-TEHETHYECKass KOHCYJIbTALUs CYNpy-
KECKOW Mmapsl. B 3aBUCMMOCTH OT TOrO, MJIAHUPYETCS JH IETOPOXK/e-
HHUE, 00CYKIaeTcsi MpaBO OTHOIO M3 CYNPYroB 3HATh O HOCHTEIHCTBE
MaTOreHHOTO BapHaHTa BTOPBHIM CYNPYroM, B OCOOEHHOCTH, €Clii 00-
Cy)KJaeMblii NMAaTOTeHHBIH BapuUaHT MOXET NPUBECTH K 3a00JIEBAaHHUIO
WIN POXKIEHUIO OOTBHOTO pebeHka. BakHO MOHMMATE, KTO U KaK J0JI-
XeH WHPOPMHUpPOBaTh MapTHEpPa, KOTOPBI HOCHTENEM HeE SBIIsETCH, O
BO3MO)KHOM PUCKE HACIIEICTBEHHOT0 3a00IeBaHMsl y BTOPOro MapTHepa
u/vmM y uX JeTeld u3-3a HOCHTENbCTBA ITaTOrGHHOr'O BapuaHTa. B cu-
TyalluH, €CIU CYNpPYI'H KOHCYIbTHPYIOTCS OTAEIBHO M OIUH M3 HUX
HACTaWBaeT Ha HEpasIJIAlIEHHH ero cTaTyca HOCHTENA, xapakrep dop-
MYJHMPOBKH 3aKIIIOUYEHHS O MPOTHO3€ ACTOPOKICHUS B JAHHOM Opake
MOXeET OTJINYaThcs. BaKHO OTMETHTB, UTO HE BO BCeX Cllydasix Heo0Xo-
IUMO COOOIIAaTh O HalZeHHOM 3a0o0JeBaHMM MpoOaHIa ero pOJACTBEH-
HHUKaM u/win cynpyry. [Ipr OTCyTCTBHM COOTBETCTBYIOIIETO YKa3aHHS B
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WH(GOPMHUPOBAHHOM COTJIACHU PACKpPBITUE NAHHBIX O MAlMEeHTEe Hapy-
HIaeT TMOJIOKEHHWE O COONMIOJCHUM BpadeOHOM TaitHbl. WHpopmarus
ABIsieTCsl KOH(QUICHIMANBHON Nake B Cilydae IUIAHUPOBAHHS JETO-
POXIEHUs, KOTa y CyNnpyra BBISBICHBI MYyTalllH, KOTOPOE MOTYT Ha-
BpEOUTh NOTEHIUATBHOMY PeOCHKY M BBIHAIIMBAIOLIEH U0 skeHe. Ha
CETOIHSIIHUNA JECHb B 3aKOHE NMPHCYTCTBYET (POpPMYyITHUpOBKA O BO3-
MOXHOCTH PacKpbITh TallHy TOJBKO «IPU YTPO3€ PaclpOCTpaHEHHS
WHQEKIIMOHHBIX 3a001€BaHUM, MaCCOBBIX OTPABIICHUN M TIOPaXKCHUIT»,
a TeHeTHYecKkue 3a00JeBaHus He BKIIOUeHkI B iepedyeHs [10]. Dto ne-
MOHCTPHUPYET HEOOXOJUMOCTb COCTaBJICHHS WH(OPMHPOBAHHOTO CO-
IJIachs C MCIIONB30BaHUEM MOAXOISAIINX TEPMHUHOB, C H3JIOKEHUEM
Lenei, MEeToI0B UCCIIeI0OBaHUN, PUCKOB U BBITOJI, O YeM OyAeT CKa3aHo
HUKE.

[Ipu momo3peHHMH HACIEACTBEHHOTO Xapakrepa 3a0ojeBaHUs
MOSABIISIETCS. BONPOC O I1€7I€CO00Pa3HOCTH TeHETHYECKOT0 TECTHPOBa-
HUS peOeHKa ISt BOSMOKHOCTH MPUHSTHS PENPOIYKTUBHOTO PEIICHHS
POACTBEHHHKAMH Pa3IMYHOI cTereHn poacTBa. BaxkHo, 4TO HecoBep-
LIEHHOJIETHUX HHIOWBHIOB CIIENyeT 00CIeNoBaTh MPEUMYIIECTBEHHO
Ha HaJIWYME TeX MATOJOTHH, Ui KOTOPHIX CYIIECTBYIOT BapUaHTHI Jie-
yeHus u/vmu npodunaktuku. He ciemyer npoBepsaTh peOcHKa Ha TeHe-
THYECKHE 3a00JIeBaHUS C MO3IHUM HayajloM, TEM CaMbIM JIMIIAs €ro
mpaBa Ha OTKpbIToe Oynymiee. B pekomennauusx EBpomeiickoii ko-
MHUCCHHU TI0 3THKE OTPaXEH PETJIaMEHT MPHUHSTUS PEIICHUH: MpH OT-
CYTCTBHH METOJIOB MPO(MIAKTHKH W/WIIM JICYCHUS Ha OCHOBaHMHU Te-
HETUYEeCKUX JaHHBIX A7 Jun A0 18 jer reHeTHUecKoe TeCTHpOBaHUE
70 BO3HUKHOBEHHUS! CHUMITOMOB 3a00JieBaHMS PEKOMEHAYETCs OTJIO-
UTh 10 COBEPIIEHHOJETHS, KOTAa MOSBUTCSA BO3MOKHOCTh CAMOCTOS-
TENbHO TPHUHSITH pEIICHHE KacaTeIbHO PACKPBITHS PE3yIbTaToB 00-
clieioBaHMs U AaibHeimmx aeictuii [11]. TIo uroram reHeTHYeCKOro
TECTUPOBAHMS U KOHCYJIBTHPOBAaHUS MOT'YT BOSHUKHYTH Pa3iM4Hsl BO
MHEHHUSAX MEXKIy MalUeHTOM U CIIEHUAIMCTOM, KOTJa MOCIeAHUH pe-
KOMEHAYET 00CYAUTh WH(POPMALUIO C POACTBEHHHKAMHM, & IMALHCHT
CUMTAET ATO HELEeIecOOO0pa3HbIM WIIM PUCKOBaHHBIM Ui cebs. Pas-
HBIC OpraHU3aliK, Kak HanmpuMep AMepHKaHCKOe O00IIEeCTBO TeHETH-
ku 4enoBeka (ASHG-American Society of Human Genetics), moryr
aJaliTHPOBaTh CBOM PEKOMEHJALMU MO COOOUICHUIO MHGOpManuu o
HOCUTENBCTBE MYTAllMil B COOTBETCTBHM C BEPOSTHOCTBIO PHCKa JUIS
poncTBeHHHUKOB [12]. B HEKOTOPBIX CTpaHax Bpau-TeHETUK MOXKET WH-
¢dbopMHpOBaTh MalMEHTa O PUCKE HACIEOOBaHUS MYyTalld, HO TPH
9TOM He 00s13aH COo00IIAaTh O PHCKE HACIEAOBaHUS peOCHKOM MalleHTa.
C npyroii CTOpOHBI, (pPaHITY3CKOE 3aKOHOMIATEIBCTBO PEKOMCEHIYET
KOHCYJIBTHPYEMOMY MalMeHTy COOOIIUTH POJCTBEHHUKAM O BBISBIICH-
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HbIX MyTarusx. Jlomyckaercs BO3MOXXHOCTh HapyIICHHs IIpaBHIIa
KOH(UACHIIUATHHOCTH Bpa4aMHU B TOM CJIy4ae, €CIIU MAIMeHT HE X0UeT
MH(POPMHPOBATH CEMbIO, HECMOTPS HAa BO3MOXHBII PUCK HOCHTEIHCTBA
Yy HUX TIATOTCHHOTO BapHaHTa, KOTOPBI MOXKET MPUBECTH K 3a00JIeBa-
HUIO, B TO BpeMsl KaK pa3pa0boTaHbl METOABI JICUCHUS WU TpodriIak-
Tuku [13].

[Mepen MEOUIIMHCKUM COOOIIECTBOM BCTaeT HENETKUU BHIOOP,
KacaroIUiCcsS Kak 3TUKW, TaKk W (pUHAHCUpOBaHWA. Tak, 4TO JIydIe:
PEKOMEHI0BATh MPEIUMILIAHTAIIHOHHOE T'€HETHYECKOE TECTUPOBAHHE
Ha CIHWHAJIHHYIO MBIIICUYHYIO aTpOo(UI0 WM JICYUTh JETSH C AaHHOH
MaToJoOTHel yke mociie poxkaeHus? Kpyr OMOITHYECKHX BOIIPOCOB
BOKPYTI' MH()OPMHUPOBAHUS O BEPOSITHOM HOCHUTEILCTBE 3a00JICBAHUS
00OCHOBBIBAETCSl KaK OCOOCHHOCTSIMH MATOJIOTHH, BpeMEHEM MaHube-
CTallMH, TaK U HEOMPEIEICHHOCTRI0, KOTOpasi HEM30€KHO BO3HUKACT B
CJIydasiX HEMOJHOW MEeHETPaHTHOCTH. PerieHne 3TuX BOIpOCoB TpedyeT
BHUMATEILHOIO OTHOIIEHUS K HIOAHCAM OOIIEHHS C HalUeHTaMUu U
MPUBEPKEHHOCTH SICHOCTH W TIOCJICIOBATEIBHOCTH H3JIOKCHUS HH-
(dhopmarum.

Pesromupyst maHHBIN pa3jien, XOTenochk OBl OTMETUTH, YTO pas-
JIUYHBIC HIOAHCHI U CIIOXKHBIE BOMPOCHI MOTYT JIXKaTh HE TOIBKO B
ATHUYECKOH TUIOCKOCTH, HO ¥ 3aTParuBath IOPUIUYCCKUE ACMEKThI, YTO
MOIPOOHO OCBEIIACTCS B OTJCIBHOM I1aBe MOHOTpaduu.

HNudopmupoBanHoe 100poBOIbHOE coTlacue

Oprasu3zanus TeHeTUYECKIX UCCIICA0OBAHUN COMPSHKEHA C PSIOM
CJIOKHBIX 3TUYECKUX MPOOJIEM, CBSI3aHHBIX C ITOCIEACTBUSIMHU PACKPHI-
TUS NaHHBIX W TPEIOCTaBICHUS PE3yJbTAaTOB, KOTOPKIC 3a0iaroBpe-
MEHHO JIOJDKHBI YYUTBHIBAThCS B MH(POPMHPOBAHHOM coriacuu. Bce
BH/IBI MPOIICAYP TOJDKHBI OCYHIECTBIATHCS ¢ HHPOPMHUPOBAHHOTO CO-
rinacus Jwm4yHOcTH. HWH(DOpMupoBaHHOE JTOOPOBOIBHOE COTJIACHE
(UJC) — 5TO TOKYMEHT, KOTOPBIH JOJKEH 00eCIIeunBaTh 3aIlUTy MPaB
YYaCTHUKOB HccienoBaHuit u cneuuanuctoB. MJIC npeanomnaraer
YBa)XCHHUE TIPaB JIMYHOCTH Ha BBIOOp (B MEpy CBOMX pEalbHBIX BO3-
MOXKHOCTe#t), uTo ¢ HuM / Heil npousoiaer [14]. UJIC sBusercs He-
OTHEMJIEMBIM JTallOM TEHETUYECKOro O0OCIeoBaHMs, HEKUM Kpae-
YTOJIBHBIM KaMHEM JOKTPUHBI COBPEMEHHOW MEIUITMHCKONH STHKU H
MPaBOBOTO perynupoBanus. [Iporecc moirydeHus: coriacus AO0IDKEH
OBITh JIOTIONIHEH C IOPUIWYECKONH CTOPOHBI, YTO MO3BOJUT 3aTPOHYTH
KOHKPETHBIE BOPOCHI ATHKH, CBS3aHHBIC C TCHETUYCCKUM KOHCYIIBTH-
poBanueM. Best mHpopmaius, kacaronasicst OyIyIiero UCIoiNb30BaHUS
o0pasia 1 oOMeHa JaHHBIMH, JAOJDKHA OBITh MPEIOCTABICHA CYOBEKTY
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no moxnucanusi UJC. Ilporokonsl MH()OPMHUPOBAHHOTO COTJIACHS
JOJDKHBI CTaTh MEXaHW3MOM, PACKpPBHIBAIOLUINM PHCKHA M BBITOIBI TS
MPUHATHST CAMOCTOATENIFHOTO OCO3HAHHOTO pemeHus. Ha mpaktuke,
IpU OTCYTCTBHU WMH(OPMHUPOBAHMS MALMEHTA, Bpaud MOTYT CTaJIKU-
BaThCSl C MPABOBBIMH MHLWACHTAMH, BICKYIIMMHU 3a coOOW ompene-
JICHHYIO OTBETCTBEHHOCTH. [IpH momy4eHun coriacusi UccieqoBaTent
JOJDKHBI OMUPATHCS Ha BeCh IUIACT WHPOPMAIUK, KOTOPYIO M OHH, U
YYaCTHUKU HMCCIEIOBAHMS CUMTAIOT HEOOXOAUMON U JOCTATOYHOM st
MOPUHATHS pelieHuss 00 y4acTUH WM OTKasze oT ydacTus. CI0XKHOCTh
Takoro JMHAMUYECKOTO Ipoliecca 3aKII0YaeTcsl B TOM, YTO €CIH Te-
HOMHOE WM T€HETHYECKOE HCCIENOBAHME CBS3aHO C IMOBBIIIEHHBIM
PHUCKOM HJIM AOJTOCPOYHBIM XpaHEHHEM, a TaKKe BO3MOXKHOHU Tepena-
Yel JaHHBIX, TO MOJYYUTh corjacue B OymylieM — 3a/1a4a He U3 JIETKUX.
OTHUYecKHe MPUHLIHUITBI, KOTOPHIC MOJYYMWIN IIUPOKOE NMPHUMEHEHUE B
(hopMHPOBaHMH MPABOBON KOHIIETIINH HCIIOIb30BAHUS OMOIOrHYECKO-
ro MarepHuaja 4eloBeKa, COACpKAaT OCHOBAHMSA JUIS 3alUTHI JIIOOOH
KoH(uAeHIMATFHON HH(OPMALH, KOTOpasi CTAaHOBUTCA Oojee JOCTyII-
HOW B CBS3M C pacmM@pOBKOi reHoma denoBeka. Kak ymomuHamoch
BBIIIE, MTPOBOJS TECTUPOBAHKE, BPAUd MOTYT CTAaJKMUBATBHCA CO CIY-
YaiilHBIMH HaXOJIKaMH, KOTOpPbIE MOT'YT MPEACTABIATH 3HAUUMOCTD JJIst
nanuenTa [15]. O0s3an 11 Bpau-TeHETHK COOOIIUTD MAIUEHTY O KCITy-
YaiiHBIX HaXO/Kax» B cilydyae, Korja ObUti 0OHapy>KeHbl TeHETHYECKIE
OTKJIOHEHUs1, HE IPEeAYCMOTpeHHBIe paHee? Bo Becex apyrux ciydasx —
KaK TIpY HAIMYWH, TaK ¥ TIPH OTCYTCTBUHU COTJIACHS MALMEHTa O TOIy-
YeHUHN TakKoi mH(opManuu — Bpad 00s3aH COOOIIMTH O HalIEHHOM
OTKJIOHEHUH coryacHo II. 1 ¢1. 22 3akona Ne 323-D3, a kaXKabli Mamu-
€HT UMeeT MPaBO Ha WH(POPMAIUIO O COCTOSHUH 3I0POBBS, HAIMYNU
3a00JIeBaHUs U MPOTHO3E €ro pa3BuTus [4].

Takum oOpazom, MJIC saBnsiercst kpailHe Ba’KHBIM STalloM IpU
OKa3aHWU MEAMKO-TCHETHYECKON IMOMOIIH, a TaKKe HHCTPYMEHTOM,
obecrieunBalONIMM yBa)K€HHE K aBTOHOMHOCTH TalMEHTa, C OIHOU
CTOpPOHBI, U 0€30MaCHOCTH M0 OTHOIIECHUIO K MEAWIUHCKOMY CIelna-
JIUCTY — C APYTOM.

Hcnonb3oBanue Omomarepuaia

Ha CCFOZ[HSII_HHI/Iﬁ ACHb BOMNPOC NPHUHAMJIICIKHOCTU U BO3MOXKHO-
CTH HCIIOJIB30BaHUA 6I/IOMaTCpI/IaJ'Ia CTAaHOBHUTCS Bce Oolee aAKTyaJlb-
HBIM. Hepe;[Ko KIIMHUIUCTAaM IOCTYNACT 3allpoC O BbLAAYC pE3yJIbTaTa
TFCHCTUYCCKOIo TCCTa WM MPOBCACHHUU HCCICAOBAHUA II0 Oouomare-
puaily ymepuiero poaACTBECHHUKA, U YaCTO PCHICHUC MPUHUMACTCA Ha
YCMOTPCHUC PYKOBO/ICTBA, 0e3 Kakux-Immodo IOPUINYCCKUX 00oCHOBa-
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Huil. BMecTe ¢ TeM BOMpoCH!, CBSI3aHHBIE C OMOMAaTepHaIoM, aKTHUBHO
o0cyxaaroTcss B MyONMKausAX M 3aKOHOAATEIBHBIX JOKYMEHTaX BO
BCEM MUpE.

B 2018 r. Bcrynun B cwiry OOmuii perfiaMeHT Mo 3alluTe JaH-
Hbix (GDPR-General Data Protection Regulation), corimacao koropomy
MepCOHANbHBIE JaHHBIE MOTYT MPHHAJICKATE TOJIBKO JKUBBIM JIOISM
[16]. B To e Bpemst Bo OpaHIK MPUHSATHI TOJIOKEHUSI B OTHOIICHUN
WCTIOJIb30BaHMS TIEPCOHAIBHBIX JAaHHBIX MOCIIE CMEPTH B paMKax (yH-
JaMEHTaJIbHOTO MpaBa Ha HEMPHUKOCHOBEHHOCTh YaCTHOW KHM3HH, MO-
3BOJIIOLIME JIIOASAM MPUHUMATH PelieHre O OyaylieM HCIOIb30BaHUU
CBOMX JIaHHBIX, TOKa oHM uBbI [17]. B CIIIA cymiecTByer 3aKoH, co-
IJIACHO KOTOPOMY B CJIydae CMEpTH B TeueHue mnociegHux 50 jer uH-
(dopmanust 00 ymepiieM ueroBeke cunTaercs sanmuieHHoi [18]. B pe-
komenpamsx ESHG (The European Society of Human Genetics)
CYLIECTBYET MPAaKTHKa TECTUPOBAaHUsI OMOOOPA3LOB MALMEHTOB MOCIE
BHE3aITHOM CepACYHOI CMEPTH B TUArHOCTHUECKHUX LIENAX, €CJIH TeHe-
TUYECKUI TeCT, NMPOBEICHHBIA B 3TOM KOHTEKCTE, MOXKET HMPUHECTH
MOJIb3y POJICTBEHHHMKaM ymepiero [19].

OnHO M3 OCHOBHBIX Pa3lNUYMid MEXAY HCCIEAOBATCIbCKHM H
JUarHOCTUYECKUM HCIIOIb30BAHUEM MOXKET 3aKII0UaThbCcs B aHOHHMU-
3aluu 00pa3loB, MYCTh BOZMOKHOCTD TOJHONW KOH(HUAESHIHATHHOCTH
B KOHTEKCTE€ T'€HETHYECKUX HCCIICNOBAHUN M OCTAaeTCsl TUCKYTaOelb-
Ho# [20]. HekoTopsie mpoektrl, B yactHocTu «IIpoekt 100 000 reHo-
MOB», HaIllpaBJICHbl Ha TOJYyYEHHUE PE3YyNbTaTOB, KOTOPbIE UMEIOT OT-
HOILIIEHUE KaK K YYacTBYIOIIMM B HCCICIOBAHHUH JIIOJSM, TaK M K HX
poactBeHHHKaM. [ToaTomy 00pasiiel M JaHHBIE IO CBOEH MpPUPOAE HE
MOT'YT OBITH TIOJIHOCTBIO KOH(QUACHIINATBHBIME. B 11e710M mocnencTBus
npojoipKaronierocss (MOCMEPTHOT0) HCIOJIb30BaHUS 00pa3IOB KOH-
KpPETHO HE paccMaTpUBAIOTCS B CYIIECTBYIOIIUX PYKOBOJCTBAxX M pe-
KoMmeHaanusx. Ho cymecTByer cuctemMa STHUYECKMX KOMHUTETOB Ha
0a3e McCIeqoBaTENbCKUX WHCTHTYTOB, KOTOpPBIE HECYT OTBETCTBEH-
HOCTH 3a BbIJady pa3pelicHus Ha UCCIIeA0BaHIe 00CyKIaeMbIX OH000-
pa3LoB, €ciy OTACIbHBIC JUIa HE OTPAaHMYMBAIOT TPETHHUX JIMI[ B WC-
MOJIb30BAHNH TAKOBBIX.

ITHYecKHe acNeKThl BTOPOro NpogeccHoOHATbHOT0 MHEHHUSA

BTOpOC MHCHHUC — 3TO IMPAKTHUKA IMOJTYUCHHA HOHOHHHTCHBHOfI
KOHCYJIbTallUM MCOUILMHCKOIO CICHUaIuCTa MO pe3yjibTaTaM IPOBE-
JCHHBIX MCIUITUHCKUX I/ICCJ'ICZ[OBEIHI/Iﬁ C OCJIbIO YTOUHCHHUA JUAarHo3a u
IaHa JedcHus. Kak MMpaBUJIO, TaKad KOHCYJIbTallUA MPECACTABIISACT CO-
Ooit OKCIICPTHYIO OLICHKY COCTOAHUA MAalUCHTA U OCYIICCTBIIACTCA
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BBICOKOKBaJIM(UIIMPOBAHHBIM BPauoOM ONpeeIEHHON CIeHaan3alty.
3TO MO3BOJISET TOCTHUYL 00Jiee TOUHON WHTEPNpPETaluy MEIUIIMHCKUX
NaHHBIX M, COOTBETCTBEHHO, MOBBICUTh KaueCTBO AMArHOCTUKU M Jie-
yeHnd. Korjga nmanyeHT momydaer BTOpO€ MHEHHE, BO3HHKAIOT BOIPO-
CBbl 00 OTBETCTBEHHOCTH, B TOM UYHMCII€ O TOM, Ha KOr'0 €€ BO3Jlaraercs
Oonplle — Ha Bpaya MEpBOrO BU3NUTA WM Bpayda, KOTOPBIN BBHICKA3bIBA-
€T aJIbTEPHATHBHYIO TOUKY 3peHus. boree Toro, 4yTto NOMKEH AenaTh
Jieyamii Bpad, eciii ajJbTepHATUBHBIC BAPHAHTHI BTOPOT'O Bpaya Mpo-
TUBOpEYAT IEpBOHAYATBLHOMY IJIaHy JedeHus? W xakue (akTopbl
JOJDKEH YYUTHIBATh BPau-KOHCYJIbTaHT?

B coBpemenHOM 1IM(POBOM MHpPE MALUEHTH UMEIOT CBOOOIHBIN
JOCTYTl K OTPOMHOMY KOJIMYECTBY MENULMHCKOM, Mapa- U ICEBIOMeE-
IUOUHCKON uHGpopManuu. [lalMeHTsl MMeloT MpaBo NPUHHMATH pe-
LIEHHS] OTHOCHUTENIBHO CBOETO 3/I0pOBBS. B coBpeMeHHOM Mupe mamu-
eHTbl ¢ Oonplel JoJeld BEpOATHOCTH, YeM KOIIa-In0O0 B MCTOPHH
MEIMIUHBI, CKIOHHBI POBOAUTH COOCTBEHHBIE 00OCIIeJOBAaHUS, 3a/1a-
BaTh BONPOCH! CHENUANTNCTaM, a WHOr/Aa M o0pamaTtbCcsl K anbTepHa-
THBHOMY MHeHMI0. Korja nmanueHTsl KOHCYJIbTHPYIOTCS C BpauoM IO
MOBOMY MPOOJIEMBI CO 30POBBEM, OHM MOTYT PEIINTH 0OpaTUTHCS 3a
BTOPBIM MHEHHEM M0 PsALY MPUYUH. TPEBOTa U CTPaX, CKENTUIU3M B
OTHOIICHUH TPAAULUOHHONW MEIWLIMHBI, OTCYTCTBHE MOHUMAaHHSA MU
nosepusi. Kakoii Obl HM OblTa MOTHUBALMs, B OOJBIIMHCTBE CUTyallui
MAIUEHTHl POCTO XOTAT NOATBEPIUTh IWAarHO3 U YTBEPAUTH Ipeasia-
raeMble BapUaHTHI JICUCHHS.

Ecnu paccmaTpuBath Bompoc o0pamaeMocTd ManueHToB, Mpo-
HIEIINX TEHETHUECKOE TECTUPOBAHUE, K «BTOPBIM» CIIELUAINCTaM, TO
Ha TIEPBBIM MJaH BBIXOAAT TpH npuuuHbl. [lepBas — mHpOpManus o
pe3ynbTaTax TEHETHYECKHX TECTOB B IOJABIISIONIEM OOJIBIIMHCTBE
CJlydaeB MOAMANAET TOJ KJIACCHUYECKOE OIpENeIeHHE IIIOXUX HOBO-
CTEH, TO €CTh HOBOCTEH, KOTOPHIE B TOW MJIM MHOW CTENEHU MOTYT
BIMATH Ha Oyxmymiee [21]. Venblmap HexenaTelbHyl0 HOBOCTB, MallH-
eHT OyZeT BCeraa MbITaThCsl HAUTH el ONpOBepKeHue, 00paIasich Mpu
3TOM K MHEHHIO aJIbTEpPHATUBHOTO clienuaiicta. Her Hu4ero npenocy-
JOUTEFHOTO B OOpAIlleHHH MalMeHTa K JIPYroMy CHEHUaIuCTy, OJHAKO
mo00My Bpady CTOWUT HAy4YHThCS NPAaBHIBHO W JACTUKAaTHO COOOIIATH
HEXEJaTeNbHbIC M3BECTHSI, UCIIOB3YS ONMPEACICHHBIH MPOTOKON [22,
23]. CooO1ieHne mI0XMX HOBOCTEH — HEMpocTas 3ajadya u3-3a crpaxa
PaspyLINTh HaAKIY MalWEeHTa, OLIyLICHUs OeccHiMsl KOHCYIbTaHTa
nepe JTMIOM HEKOHTPOJIUPYEMOro 3a00JIeBaHus U/MITH HETOTOBHOCTH
CTPaBUTHCS C OXKUIAEMBIMH 3MOLMOHAIBLHBIME PEAKIMIMH MalUeHTa.
Crnenududeckast mpupoaa reHeTHYeCKOro KOHCYJIbTUPOBaHUS TpeOyeT
0C000H ENUKAaTHOCTH U YYTKOCTH CO CTOPOHBI CHEUAINCTOB.
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Crenyromias mpUYMHa IMOMCKAa BTOPOrO, BEpHEE, IOBTOPHOTO
MHEHHS — 3TO TIOCTOSHHO OOHOBISrOIIascss nHpopManus (pexiaccu-
(uKanus) TeHETHYECKUX HAXOAOK. B CBs3M C MOsIBJICHUEM HOBBIX JaH-
HBIX MH(OpMaNus O MATOr€HHOCTH MOXKET MEHAThCs. Tak, MyTalus
c.470T>C B rene CHEK2 u3nauansHO OblIa omucaHa Kak BEpOATHO-
naToreHHas. Ha cerofgHsIIHUI NeHb cuuTaeTcs, YTO OHA MMEET He-
ornpeneneHHoe 3HaueHue [24, 25]. B manHoM ciydae BTopoe mpodec-
CHOHAJIbHOE MHEHHE MOXKET OBITh TIONy4EHO y TOrO K€ CIELHAaICTa,
KOTOpBIIl KOHCYJIBTHPOBAJ MAIIEHTa B NIEPBHII pa3, ¢ y4ETOM TOT0, YTO
BapHaHTBl C HEONPEACICHHBIM KIMHUYECKHM 3HAYEHHUEM CIYCTS He-
CKOJIBKO JIET MOTYT pacleHUBaTbcad MHade. J[pyrum mpumepom o0-
palieHusl 3a BTOPHIM MHEHHEM MOXKET SBIATHCS HE0OXOIUMOCTH
NPUHSATH PElIeHHEe OTHOCHTEIBHO SMOPHOHOB MO pe3ybTaTaM HpPEeHM-
MJIAHTALMOHHOTO TeHETHYECKOr0 HCcceoBaHus. Toraa, IOMIMO MEXTy-
HApOIHBIX PEKOMEHALNH, B KaXKIOM MEJULITHCKOM LIEHTPE MOXKET ObITh
pazIMYaromascsl CTaTHCTHKA M TIOKa3aHHs K MEepeHoCy 3MOPHUOHOB II0
YaCTOTE MOJIOKHUTEIBHBIX HCXOJIOB.

TpeTbst mpuUMHA 3aKIIOYAETCS] B TOM, YTO T€HETHYeCKHue 3a00-
JIeBaHUsl OOBIYHO KJIACCH(PUIMPYIOTCS KaK peakue 3aboneBaHusl, a ma-
LUEHTHl U UX CEMbH MOCTOSHHO HAXOIATCS B MOUCKE «IPABUIBHOTO»
MEAUIMHCKOTO IIEHTpa M KOMIIETEHTHOrO crenuanucra. MeHHo mo-
3TOMY AJIs psiia TaUeHTOB BTOPOE MHEHHE SIBIACTCS OIHUM M3 BaXK-
HBIX 3JIEMEHTOB B IOMCKE BEpHOTO AJs ceds pemenus. Bpaun B nan-
HOM CJIy4ae JOJDKHBI MPEAOCTABISATh CBOMM MalyeHTaM WH(POPMaIUIo
0 BapHaHTaX JIEUCHHUs, BKIIOYAs CYLIECTBEHHBIC PUCKH W JOCTYIHBIC
IBTEPHATHBBI, YTOOBI MO3BOJIUTH MALMEHTaM CHAENATh OCO3HAHHBIN
BeIOOp. Hampumep, B komekce stukm CMA (Canadian Medical
Association) o0o3Ha4eHO, YTO BpayM IOJKHBI YBa)KaTh Pa3yMHYIO
Npocb0y TMamMeHTa O MONy4eHHH BTOporo MHeHus. [lis Bpaueid,
npaktukyonmx B Ksebeke, npoBuHIHANBHBIN Kodexc amuxu epauetl
ogHO3Ha4YeH: «Bpau momkeH npu3HaBaTh NPaBO MAlEHTa KOHCYIbTH-
pPOBaThCSl C KOJUIETOHM, APYIMM CIELHATUCTOM MU JIOOBIM IPYyTUM
KOMITETeHTHBIM JuLoM. OH He JOKEeH HUKOMM 00pa3oM BMEIINBATHCS
B cBOOOIY BHIOOpA MalMEHTa.

CTouT OTMETHTH, YTO BTOPOE MHEHHE — 3TO He BCeraa odpaiie-
HHUE K crenuanuctaM. [laruenTsl MOTYT oOpamarbesi B MalueHTCKue
OpraHW3allMU U COOOIIECTBA JIFOCH ¢ TOW ke MmaToNorueil, 4ro y Hero /
Hee u/wim y pebOenka. [lo DaHHBIM WCCIIEIOBaHUS, MPOBEICHHOTO
EURORDIS (European Organisation for Rare Diseases — anpsiHc mna-
IUEHTCKUX OpraHU3alluil pa3HbIX cTpaH), 25% MalueHTOB C PEAKUMH
3a00JI€BaHUSIMH YCIIBIIIANHA CBOW NMPAaBHJILHBIA JUAarHO3 TOJBKO Yepes3
5-30 ner ¢ MOMeHTa TIepBOro oOpalieHus K Bpady. «Juarnoctiuueckas
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O):[I/ICCCSI» — TaK HAa3bIBAIOT MCPUOJ OT MOSABJICHUS IICPBBIX CUMIITOMOB
3a00JIcBaHNS A0 BBIABJIICHUA €ro IMPUYUHBI U IMOCTAHOBKH TOYHOI'O
Jruar"Hoasa. OH MoXxeT IpoaoIKATECA OT HECKOJBKUX MCECAILCB OO0 [C-
CSATKOB JICT. BpeM}I, HCO6XO,Z[I/IMOC JJI1 ITIOCTAHOBKH JHArHo3a, 3aBUCHUT
OT MHOI'ux (baKTOpOB, BKJIFOYad CIICKTP CUMIITOMOB U )KaJ'I06, YPOBCHb
IIOArOTOBKH Bpaqeﬁ, a TaK’KC BO3SMOKHOCTD IMOJTYUYCHHUA JOIOJIHUTCIIb-
HOM KOHCYJIbTallUl MCAULUHCKOT'O CIICHHUAINCTA.

3akaoueHne

Ha Bcex sTamax reHETHYECKOTO TECTUPOBAHUS MEAUIIMHCKHE
CHEIUANTKUCTHl CTAJKHUBAIOTCS C 3TUUYECKUMU AWUJIEMMaMU U IOpUIUYe-
CKUMHU Bompocamu. TakuMm 00pa3oM, HayMHasl C KOHCYJNbTAllUU W 3a-
KaH4MBasl MPOILIECCOM MPHUHATUS KIMHUYECKUX PEIICHUH, crienuaiu-
CTBHI ¥ MMANMEHTHI HYXKTAl0TCS B KOM(POPTHBIX U OE30MaCHBIX YCIOBHSIX.

Komy, kak u B kakoM 00beMe cOO0IIaTh TeHETHYECKYH0 HH(pOp-
MaITUIo, KaK XpaHUTh U MOXHO JIH MOBTOPHO HCITONIL30BaTh OHOMare-
puai — BCe 3TH BOIPOCHI TPEOYIOT TINATEILHONW MPOPabOTKH u 00-
CYXKJIeHHSI MHOTONPO(WIbHONH KOMaH/0i. Bpaun-reHeTnKy, 10pucCTHI,
COIIMOJIOTH, TMCHUXOJOTH, @ MHOTJAa U NPEACTABUTEIU PEIUTHO3HBIX
COOOIIECTB MOTYT U JIaXKe JAOJDKHBI MTPUBJICKATHCS K CUCTEMHOHN opra-
HHU3AIIUA MEIUKO-T€HETHYECKOM ITOMOIIIH.

Ecnu oOpaTuThCs K OIBITY 3allagHBIX CTPaH, TO 3a4acTyi0 00he-
JUHUTD CIIEHUATMCTOB JJISl PELICHUS KOKOJIOICHETHUYECKUX» BOIIPOCOB
noyrydaercss Ha 0aze CO3MaHHBIX MPHU KIMHHYSCKUX IICHTPaX JIOKATb-
HBIX ITHYECKMX KOMHTETOB. PaboTa JaHHBIX CTPYKTYp HaIpaBiieHa
MMEHHO Ha pa300p M MOUCK PEIICHUS I KOHKPETHBIX KIIMHUYECKUX
CUTYallMi, BOBHUKAIOUINX KaK Yy MAIlMEHTOB U MX POACTBECHHUKOB, TaK
U Y MEIUIMHCKOTO MepcoHala. JTUYECKHUE KOMUTETHl KIMHUYECKUX
IIEHTPOB TAKOT'O TUMA MOTYT OBITh HAJENCHBI MOJHOMOYUSIMU MPHHH-
MaTh COOTBETCTBYIOIUE PEIICHUS COTJIACHO HOpMaM JAEHCTBYIOLIETO
3aKOHOJIATENLCTBA. Bompoc Moxker ObITh mpopaboTaH KOMIUIEKCHO
TOT/a, KOTJa B 3THX KOMHUTETaX €CTh CIEIHAIMCThI PA3HBIX 00JacTeH,
a HaJW4uYe IpaBa NPUHATH PEIICHUE UMEET IOPUIUIECKUM Bec.

B Poccuu Ha cerogHsmiHui AeHb JoKaldbHBIE DK BEITTOIHSIIOT
POIb HE3aBUCHMOTO 3KCIEpPTa B OOJIACTH KIMHHUYECKHX HAYYHBIX HC-
CJIeIOBAaHUI, HO HE MPUHUMAIOT y4acTHUE B JieueHUHU nauueHToB. EcTh
CMBICIT MOAYMAaTh O CO3JaHUU CTPYKTYPBI dTHUECKHUX KOMHUTETOB, TIE
Oy/IyT YYHUTBHIBATHCS MHTEPECHl KOHKPETHBIX MAIMEHTOB, WX CeMEH, a
TaKKe Bpaueh-ClelUaIiCTOB, BOBICUEHHBIX B JUATHOCTUYECKUH U Jie-
YEOHBIHN MPOIECCHL
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BCBOHaCHaH, KOM(l)OpTHaSI n HpO(l)GCCI/IOHaHBHaH cpeaa, CoO3aaH-
Hasl BOKPYT pa3BUBAIOIIUXCA MOJICKYJIAPHO-TCHCTUYCCKUX TeXHOJ’IOFI/If/'I,
MO3BOJIUT MAaKCUMAJIbHO HIMPOKO HMCIIOJIb30BATH IMOJTYUCHHBIC 3HAHUA U
SHAUUTCIIBHO YCKOPUT UX BHCAPCHUC B KIIMHUYCCKYIO IMTPAKTUKY.
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A.E. lonnnkoB, A.A. bBpicTpuIIKAii

MPEKOHIENIIMOHHBIA TEHETUYECKHUI
CKPUHHUHI: STUYECKHUE BOIMPOCHI
B KOHTEKCTE HCTOPUYECKOI'O OIIBITA U
TEXHOJIOIT'MYECKOI'O MPOT'PECCA?

Annomayus. VIydaeHnne IpuIrH HACIECTBCHHBIX OOJIE3HEH U ITporpecc Moje-
KyJSIPHO-TEHETUYECKUX TEXHOJIOTWI CHeNand IMHPOKO JOCTYITHOH TI'€HETHYECKYIO
JIMaTHOCTHKY, OJaromaps 4eMy IOSBHIACH BO3MOXKHOCTh HNEPBHUYHON HPODIIAKTHKI
HaCJIEACTBEHHBIX Oone3Hel. B mpencraBiaenHoM 00630pe 0003HAYEHBI BO3HHKIIHE
BCJIC/ICTBUE 3TOTO ITHIECKHE MPOOIEMBI U OIMCAHBI HEKOTOPHIE BO3MOXKHBIE CIIOCOOBI
nx pemeHns. OCHOBHBIM IPEIMETOM PacCMOTPEHHS SIBISCTCS NPEKOHIETIIIHOHHbIH
TeHETUYECKHI CKPUHUHT MOHOTEHHBIX 3a0oneBaHuil. [IpoaHammsupoBaHb! OMyOIHKO-
BaHHBIC JaHHBIC O IUTIOCAX M MUHYCAX Pa3JIMYHBIX MOIXOI0B K HCKOPEHCHUIO HACIE -
CTBEHHBIX OOJIe3HEeH IyTeM mHepBHYHOM mpodmmakTuky. Ilokasana BbIcOKas 3¢ ex-
TUBHOCTh T'€HETHUYECKOr0 CKPUHUHTA ISl NPOGIIAKTUKH ayTOCOMHO-PELECCHBHBIX
HaCJIEACTBEHHBIX 3a0oneBanuil. OTMEYEHO, YTO OCHOBHBIM IPEISITCTBHEM IS IIHPO-
KOr0 IPUMEHEHUS TeHEeTHYECKUX TEXHOJIOTUH SIBIISIOTCS HE TEXHOJOTMYECKHe, a CO-
IUO3THYECKUE POOTIEMBL.

Kniouesvie cnosa: HacnencTBeHHbIe OO0NE3HH, TEHETHUYECKas IMArHOCTHKA,
[IIIP, BBICOKONPOU3BOIUTENHHOE CEKBEHUPOBAHUE, MPEKOHUEHIMOHHBIM CKPUHUHT,
TeHETUYECKHIl CKPUHUHT, TIePBUYHAS MPO(DIIAKTHKA, 3THKA, IEPCOHANBHEIC JaHHBIC.

BBenenne
OnHOMl W3 OCHOBHBIX MPHYMH JACTCKOM 3a00IeBACMOCTH H

CMCPTHOCTHU SBJIAKOTCA HACJICACTBCHHBIC 6OJ'I63HI/I, BBI3BIBACMBIC T'CH-
HBIMH MYTallUsIMU. B OonblmHCTBE CJIydacB I'CHCTUYCCKUX OonesHeit

! PaGora BEImONHEHA B paMKax rocygapcrserHoro sagamnms Ne 121092400060-5.
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MOJTHOCTBI0 TOMOYL OOJEHOMY HEBO3MOXKHO. CIIEICTBHEM 3TOTO CTa-
HOBUTCSI CMEHa BpaueOHOI mapaaurMbl: BMECTO OOBIYHBIX (M STHYECKU
HAINpPaNIMBAIONIMXCS) «OOJErdyeHusi CTpagaHui» M «IOMOIIU CTpaXK-
OyIIAM» TMPUOPUTET cCMellaeTcsl Ha Mpo(UIaKTUKY. DTa CHTyalusi —
MPEANoYTEeHHE MepaM MPOQWIAKTUKY Tepel MepaMHu JICYeHHs — 3a-
KperyieHa ¥ Ha 3aKOHOAATEeIbHOM YPOBHE B Psiie CTPaH, B TOM YHUCIIE H
B Poccum [1].

Cucrema npouIakTUKy Oone3Hel NemuTcs Ha TPW dTama Ipo-
(UITAKTHYECKIX MEPONPUATHIA I IPOrPaMM: IIEPBUYHBIH, BTOPUYHBIN
U TpeTH4HbIi [2]. OCHOBHBIMM MeTOJaMH NMPO(UIAKTUKH HACIIEICTBEH-
HBIX OONe3Hed B HACTOSIIEE BpeMs SBISIOTCI MEOUKO-TEHETHYEeCKOe
KOHCYJIBTHPOBaHUE U CKpUHUHT. B Poccuu B 00s13aTensHOM mopsiake
MPOBOASTCS TPEHATANIBHBI CKPUHUHT — BO BpeMsl OEpeMEHHOCTH — U
HEOHATaJILHBIN — yXe mocie pokaeHus pedenka. M Totr u apyroit ot-
HOCSITCA K BTOPUYHBIM METOJaM NPO(UIAKTUKY, TaK KaK HalpaBIICHbI
Ha paHHEe BBIABJIICHUE Y IUIONA WJIM HOBOPOXIECHHOTO YK€ HUMeIolle-
rocst 3a001eBaHusl.

OTKpBITHE MOJNEKYJISIPHBIX MapKEpOB MHOXKECTBA HACJIEICTBEH-
HBIX OOJE3HEeH Hapsdy ¢ pa3BUTHEM MOJEKYJISPHO-TEHETUYECKUX TeX-
HOJIOTUH, CAENABIIMM FeHETHUECKYIO AUATHOCTUKY JTOCTYITHOM INPOKUM
CIIOSIM HACEJIeHUs, MO3BOJIMIO OCYIIECTBISATh MEPBUYHYIO Npoduiak-
TUKY MHOXecTBa Oone3Held. Takas mpoQuIakTHKa B MEPBYIO O4Yepelb
3aKII0YaeTcs B MPOBEACHUH MPEKOHLENIHOHHOTO T'€HETHYECKOTro
CKPHHHHIA — T€HETUYECKOTO MCCIIEIOBaHMUS MIIAHUPYIOLINX JCTOPOXKIe-
HUE Map ¢ LeJIbl0 MUHUMH3aLUU PUCKa POXKICHUS peOeHKa ¢ Haclnen-
CTBEHHBIM 3a00JICBaHUEM.

Ecnu npu obcnenoBaHum y OAHOTO WM O0OHMX MOTEHIHAIBHBIX
poauTeneil BBIABISETCS HOCUTEIBCTBO MAPKEPOB, aCCOLMUPOBAHHBIX C
HACJICICTBEHHBIMU 3a00JICBaHUAMH, TO PHCK POXKICHUS OOIBHOTO pe-
OeHKa y Takod mapbl Moxer pocturate 25%. OpHako, TMPUMEHSS
BCIIOMOTaTENbHBIE PENPOAYKTHBHBIE TEXHOJIOTMU C MpeHMIUIaHTaLH-
OHHOM JMAarHOCTHKOH, MOKHO C BBICOKOM BEPOSTHOCTBIO TapaHTHUPO-
BaTh POXIIEHUE 3/I0POBOTO PeOCHKA U B TAKOM cirydae. TeM He MeHee
HeloCcTaTovHask NpopabOoTaHHOCTh ATUYECKUX BOMPOCOB, CBA3aHHBIX C
MPEKOHLIENIMOHHBIM CKPHHHUHTOM, IMPENSTCTBYET INPOKOMY BHEIpE-
HUIO MOJA00HBIX TEXHOIOTUH B KIIMHUYECKYIO IPAKTHKY.

B mpencraBnenHOM 0030pe MBI MOCTAPAIMCh OMUCATH U TPO-
aHaJM3UPOBATh 3TUYECKHE BOMPOCH], BO3HUKAIOIIME NP MPOBEICHUH
MPEKOHLENIIMOHHOTO CKPUHUHTAa Ha MOHOTEHHBIE 3a00NEeBaHUS TS
MEPBUYHON MPOQUIAKTUKY HACIEACTBEHHBIX OONE3HEN MyTeM reHeTH-
YEeCKOr0 TECTUPOBAHMSI OTEHIIUAIBHBIX APTHEPOB.
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B3aumoneiicTBue 001ecTBa M MalHEHTA

Cunrtaercs, 4TO Uies TCHETUYECKOTO CKPUHHMHTA BBHI3BIBACT He-
MPUATHE, TAK KaK CBs3aHAa CO CTHTMaTH3aIuell Hocurtenei, a npoduiak-
THKa TI0 Pe3yJIbTaTaM CKPUHUHTa OCHOBaHA Ha TPUHYKJICHUU K OIpeie-
JICHHBIM JISHCTBHUSAM, YTO AlPHOPHO ITOJIPa3yMEBACTCS HEJOMYCTUMBIM.
OpHaKo TeKyIlee COCTOSHUE JIeNT ¢ TCHETUYECKUME OOJIC3HIMH BO MHO-
T'OM HaITOMUHAET UCTOPHIO OOPHOBI ¢ HH(EKITMOHHBIMU OOE3HIMU.

HecmoTpst Ha OTCYTCTBHE IO CPAaBHUTEIHHO HEIABHETO BPEMECHU
3((HEeKTUBHBIX CPEACTB OOPHOBI ¢ MH(EKIIMOHHBIMU 3a00JICBAHUSIMH,
MPUMEHEHNE TPaBHJ MPOQUIAKTHKN TMO3BOIIIO TMOOEAUThH IMPOKa3y,
gymy U xonepy. JoOuThCs MycTh MOCTENEHHOTr0, HO HEYKJIIOHHOT'O HC-
YE3HOBECHUS HAMOOIIee SIMUEMHUONIOIMYCCKH 3HAYMMBIX WH(EKIHOH-
HBIX 3a00JICBAaHUU W, KaK CJICACTBHUE, CHUKCHHUS CMEPTHOCTH OT HUX
YIaJIOCh 3a/I0JT0 IO U300pETCHHUsI aHTHOMOTUKOB W BaKUuHamu [3].
BHenpenue kapaHTHHA, H30JATOpa, CErPEraldyl MO3BOIIIO TPEIOT-
Bpamiarth pacrnpocrpanenue nHdpekuu. Co3ganue Jernpo30pues — CIie-
IUATBHBIX MECT JJIs COJEpKaHUS OONbHBIX — TIO3BOJIMJIO YCIICIITHO
0opoThes ¢ nenpoit. [{ist 60prObI ¢ YymMol OBLIO CO37aHO0 axe ocoboe
cyneOHOe BeOMCTBO. KapaHTHHHBIE MEpONPHUATHS 00SCTICUNBAIIIICH Pa3-
JIMYHBIMH CITOCOOAMH, BIUIOTH IO MIPUBJICUCHUS PErYIISIPHBIX BOUCK [4].

WNudexunonnpie 00JIe3HW OBUTH XOPOIIO M3BECTHOW HEHILTIO-
30pHOH yrpo3o#, 4To U (POPMHUPOBAIIO OTHO3ZHAYHEIN OOIIECCTBEHHBIN
3armpoc Ha 3allUTy — MPUYEM 3aIIUTy BCEMH BO3MOXXHBIMHU CPEICTBa-
Mu. OTKa3 YeloBEKa OT YYacTHs B 3aIUTHBIX MeEpax NpPEACTaBIISET
OYCBHJIHYIO YIPO3Y OKPYKAIOIIUM, TEM CaMbIM JISTUTHMU3UPYS TIPHHY-
TUTEIBHOE MPUMEHEHUE 3aIUTHBIX Mep. MHBIME clioBaMHU, 0OIIIECTBOM
olpaBlaHa U TOJyIepkaHa OOOCHOBaHHAs HEOOXOIMMOCTh TIPUMEHE-
HUSL CHJTBI JIJTSI METUIIMHCKOM MPOQIIAKTHKH.

EBrennka

TexHonoruueckuii onTuMu3M KoHa X1X B. BIOJHE 04EBUIHBIM
00pa3oM crocoOCTBOBAI PaclpOCTPAaHEHHIO OOLIEro MoAxozAa K Mpo-
(PMIaKTHKE «IK30TCHHBIX» — HH(PEKIIMOHHBIX — OOJIE3HEH U Ha «IHJI0-
TeHHBIE» — HACJEACTBEHHbIE. Vcronb30BaHne MPUHIMIIOB MPO(UIaK-
THUKH, KOTOpBIE, MPUMEHHUTENbHO K HACIEICTBEHHBIM HAPYILCHUSIM,
Hen30eKHO TPaHCHOPMUPOBAINCH B CENEKIIMOHHBIE MO CBOEH CYTH
MOJXO/IBI, TIONMYYHIIM Ha3BaHUE «EBICHUKH» — TEOPUU O HACIEICTBEH-
HOM 3/I0pOBBE YENIOBEKa M MyTsX ero ynydmenus [5]. EBrenuka momy-
Yujia aKTUBHYIO MOAJEPKKY HAYYHBIX KPYTOB M CTajla aKaJleMUYeCKOM
JOUCLUUIUTMHOH, TIPerojaBaBIieiics BO MHOTUX KOJUIEKaX U YHHUBEPCHU-
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terax. OHAKO HEKOTOphIe MonoxeHust eBreHnku B 1930-x romax ObI-
JIU WCTIONIb30BaHbI B I'epMaHuu /i1t 0OOCHOBAaHUS PACOBOM MOJIUTHKH.
B pesynbTaTe BCS eBreHMYecKas Teopus ObLla AHCKPEAUTHPOBAHA.
B coBpemenHoit Hayke O0pbh0a ¢ HAaCIEICTBCHHBIMY 3a00JICBAHUSIMHU
MPOUCXOTUT B paMKaX TCHETHKHU YeIOBeKa. B CBS3M ¢ OBICTPHIM pas-
BHUTHEM T€HETHKHU BOOOIIEC U TCHOMUKHU B YACTHOCTU €BICHHUKA yTPATH-
JIa CBOM CMBICIT ITOJTHOCTBIO [6;7].

[MocnenHre AOCTHMXKEHUS MOJCKYJISIPHOW TEHETUKH YeIOBEKa
JIENAIOT BCe 0OJiee OCTPHIMHM Ba)KHBIC ITHUYECKHE BOIPOCH], HO Hera-
TUBHBIN UCTOPUYCCKUIA OIBIT TOJBUTACT OONBIIMHCTBO HCCICIOBATE-
JIeH M TPAaKTUKOB HE pEIIaTh 3TH BOMPOCH], a OOXOIUTH CTOPOHOM,
MpPUBIICKass K HUM KaK MOXXHO MeHbIle BHUMaHwus. [Ipobiema 3akiio-
4aeTcs B TOM, YTO, HECMOTPS Ha 3HAYUTEIbHBIA HAYYHBIH U TEXHOJIO-
TUYCCKUI MPOTPECC — OTKPHITUE MOJCKYJISIPHBIX MEXaHU3MOB MHOTHX
HACJICJICTBCHHBIX OOJNIE3HEW M, caMOe TJIaBHOE, pa3padOTKy TEXHOJO-
THH, JENaroNX MOJIEKYJSPHYIO JUAarHOCTUKY JOCTYITHOW HIUPOKUM
CJIOSIM HACeNICHUs, — PEalIbHOTO MpOoTpecca HET, TaK KaK HE PEICHBI
ATHUYECKUE BOIIPOCHI.

Kak mumer I'.b. PomanoBckuif, pyHIaMeHTaIbHBIM IPHHLIUATIOM
EBrEeHHUKH SIBJISICTCS TMOCTYJIMPOBAHKME MpaBa M Joira conupyma (rocy-
JapCcTBa) MPEMSTCTBOBATH POXKIACHUIO OONBHBIX JojIeH [8], uTo MOokeT
OBITh JTOCTUTHYTO JIBYMsI CIIOCOOaMH: HE JOIMYCTUTh POXKIACHUS OOJb-
HBIX JICTEH WIH IelICHANIPABICHHO TOA0MpPaTh Maphl ¢ XOPOIIUM pe-
MPOJYKTUBHEIM «ITOTeHIIHaIoM». [lepBoe HarmpaBiieHUE BIOCIESICTBUN
OBUIO Ha3BaHO HETaTUBHOW» EBI'CHUKOHN, a BTOPOE — KITO3UTHBHOW».
Ctporo roBops, BTOpoe HalpaBJIeHUE B W3HAYAIBHO CHOpMYyITHUPOBaH-
HOW €BreHUKE J1aJio Ha3BaHUE BCEH HayKe: EDYEVNC B TIEPEBOJIE C APEB-
HETrpevecKoro — «pokaeHue Iydmux». Kak 3To Hepeako ObIBaeT, pac-
MPOCTpaHEHHE MONYyYrJia UMEHHO HETaTHUBHAS EBICHUKA, BUAUMO, B
CHITy TIPOCTOTHI peaan3allid UMEHHO PEIPECCUBHOTO MexaHu3ma. Tak,
HOPMBI PEMPOIYKTUBHON H30JISIIIMKA OBLITH 3aKPEIICHBI 3aKOHOIATEIb-
Ho B CIIA, Hanuu, IIBenuu, Mcnanguu, HopBeruu u OuHASIHANM.
Bo3MokHO, chITpalia CBOKO POJIb aHAIOTHS C MPOQUIAKTHKON MH(EK-
IIMOHHBIX OOJNIE3HEH: MPUHYKJCHUE OTICIBHBIX WHIUBUIYYMOB B HH-
Tepecax OONBIIMHCTBA.

IpodunakTnyecknii CKPMHUHT
Ha Kunpe no nayana 1960-x ronos omun pedeHok u3 160 poxnan-
cq OOJBHBIM TanlacceMuell. 1 eTepo3uroTsl pH -TanacceMusx Xapaxre-

PU3YIOTCS BBICOKHUM COJICPYKAHUEM 3PHUTPOIUTOB, MUKPOIUTO30M, TH-
moxpoMueit, mosbiieHHbIM HDA2 1 HecOamaHCUPOBAHHBIM CUHTE30M
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rITOOMHOBBIX Henei. Ha ocHoBaHMM 3THX MpHU3HAKOB ObUIH pa3padora-
HBl TPOLEAYPbl CKPHHHMHIA HOCHTEIBCTBA [3-TajacceMuH, KOTOpbBIE
MPUMEHSIIN JUIS BBISIBJICHHS MAp C BHICOKUM PHUCKOM POXKICHUS OO0Jb-
Horo pedeHka [9].

Cucrema npoduiaktike Obita BHeapena Ha Kumpe B 1985 r. u x
1997 r. mo3Bonmna 1o0uthes S0-KpaTHOTO CHIDKEHHS YacTOTHI POXKIIe-
HUSl OONBHBIX JIeTell OTHOCUTEIBHO TEOPETHYECKH PACCUYMTAHHOTO Ha
OCHOBAaHUU YaCTOTHI T€TEPO3UTOTHOIO0 HOCHTENbCTBA KonnuecTBa [10].
CKpUHHMHT Ha HOCHTENBCTBO B-Tanmaccemuil Ha CapIMHHMM TO3BOJIWII
npenorBpamark 10 85% ciryuaeB pokaeHHsi OONBHBIX jeTel, Osaro-
napsi uemy 3abosneBaeMocTh cHu3miIachk k 2009 r. Gonee yeMm B 1IECTh C
noJIoBuHOM pa3 [11].

KommiekcHple HamoOHANBbHBIE MPOQUIAKTHYECKHE MPOrPaMMBI
K HacroslleMy BpeMeHu npumeHstorcs B WUramum, ['penmun, Kumpe,
BenukoOpuranuu, ®pannuu, Mpane, Tawnange, Apctpanuu, CuHra-
nype, TaiiBane, ['onkonre u Ky6e. B psge ctpan CesepHoii EBpormbr
(Hunepnaunel, benbrus m ['epmanus) AEHCTBYIOT YacCTUYHBIC IIPO-
rpaMMBl, B TOM YHUCJIE IPEHATAIBHBINA CKPUHHUHT 110 3THUYECKOMY IPO-
UCXOXAEHNI0. BO MHOTHX pa3BHBAIOLIMXCS CTpaHax Oblla TakKe BHe-
JpeHa cy:k0a IpeHaTaabHON nuarHoctuku [11; 12].

SIpxuM IpUMEPOM MOXKET CITY>KHUTh Oone3Hpb Test — Cakca: paHee
y eBpeeB amkeHa3u 3T0 3a00j1eBaHME BCTPEYaNoch y Kaxaoro 25-ro.
CKpHHHMHT Ha HOCHTENIBCTBO NpoBoAaT ¢ 1969 r., u k nawamy XXI B.
9TO 3a00JIeBaHUE MMOYTH MCYE3JIO B JAaHHOH dTHUYecKoil rpymmne [13].
Baxno ormetuTs, uro npodunaktuka Oonesnn Tes — Cakca, B oTiu-
Yre 0T YIOMHHABILIET0Csl CKPUHUHTA TaJlACCEMHH, 0a3UpyeTcsl HCKITIO-
YUTENFHO Ha TCHETHYECKUX MCCIICAOBAHMSIX.

BaxxubIM acniektoM cKprHHHTA Ha Oone3Hs Tes — Cakca u Tajac-
CEMHU SIBISICTCS TOT (PaKT, YTO TMOBBICHIIACH POXKAAEMOCTH JaXKe B TeX
CeMbsIX, TIe MyTallHs eCTb y 000MX POAUTENEH, TaK Kak Onaroaapsi CKpu-
HUHTY HCUE3 CTpax poxaeHus OonpHoro pedenka. Ilo nanneim 1988 r., y
nap-Hocuteneit pomwiock 6onee 2000 3m0pOBBIX AETEH, U 3Ta BETUYMHA
ropasao BBIIIE, YeM KOJMYECTBO a0OpPTOB MO MpHYKMHE OONE3HM ILIOZA.
OTU #eTH, BO3MOXXHO, HUKOrTia Obl HE POOMIIMCH TMOCIE TEPBOTO OIBITA
pomMTene, NepeKUBILIMX TPATeIHI0 CMEPTH OOIBHOro pedeHka [14].

Heo0xonuMo OTMETHTH CYLIECTBEHHBIE OrPaHMYCHHUS OMUCAH-
HBIX CKPHHHMHIOBBIX NPOTpaMM: OHH OPHEHTHPOBAaHBI HA KOHKPETHBIE
MATOJOTHH, CPABHUTENBHO HMIMPOKO PAcIpOCTPaHEHHBIE B ONpEIe/eH-
HBIX MOMyNsAUusx. Yarne Bcero 3T0 KOMMAaKTHBIE, JOCTATOYHO CHUIIBHO
W30JIMPOBAHHBIEC TPYIIIBI HACENEHHSI, IO3TOMY B HEKOTOPBIX CTpaHaXx,
rae ObUTH pa3BEpHYTHl CKPUHUHTOBBIE MPOTPAMMBI TI0 3THUYECKOMY
MPU3HAKY, YacTb PECHOHACHTOB OTKAa3bIBAJIHCh OT Y4acTHS B TaKHX
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MporpaMMax, onacascb BO3SMOXKHOHN MuUCKpuMUHAIUU. CyIeCTBEHHBIM
(haKTOpOM TaKMX ONACCHUU SBJISICTCS MOBBIIICHHAS COIMANIbHAS IIPO-
3pavyHOCTh KOMIAKTHBIX COMUANBHBIX Tpymmn [16]. Bomee Toro, B HEeko-
TOpBIX cTpaHax (Hampumep, B Humepnangax mnu ®paHium) STHAYC-
CK{ OpUEHTHPOBAHHBIN T€HETUYECKUN CKPUHUHT MPU3HACTCS allPUOPU
HEITUYHBIM: 110 3aKOHY HEBO3MOXXHO TOJIYYUTh WM 3aIPOCUTH WH-
(dhopMaruio 00 3THUYECKON TMPUHAIISKHOCTU KUTEICH, YTO MEIaeT
OPMEHTHPOBAHHOMY B 3TOM HampaBieHHH uccienoBanuto [3]. B To xe
Bpemst XX BEK CTal BPEMEHEM CTPEMUTEIHLHO BBIPOCIICH MOOUILHO-
CTH HacCeleHHs, KaKk BHYTPH-, TaK M MeEXrocyaapctBenHou [15].
Bcenencteue 3TOro 3HaYMTENEHOE KOJIHYECTBO JIFOJICH, KOTOPBIM I10
STHUYECKOMY TPU3HAKY MOKAa3aHO YYacTHE B CKPUHWUHTOBOW IIPO-
rpaMMe, OKa3ajioch BHE PETHOHOB MPOBEICHUS TAKUX MPOrPaMM.

CTpeMUTENBHBIN TPOTPecC TEHETHYECKUX TEXHOJOTHHA 3a I0-
CJICITHUE JCCATUICTUS CHIENal BO3MOXXHBIM 3aMCHUTH TapTeTHBIA IO/
XOJI MOJHOTCHOMHBIM (TTOJTHOK30MHBIM) CKPUHHUHTOM, KOTOPBIN MO-
3BOJISIET MPOBOJIUTH MOMCK HOCUTEIBCTBA BCEX M3BECTHBIX MYTaIWH, a
HE TOJBKO CBOMCTBEHHBIX TOM wmiuM HMHOM momynsuuu. [loka Takoi
CKPUHUHT HE BBIIIET 32 pAMKH MUJIOTHBIX HcchaenoBanuii [17]. Baxuo
OTMETHTb, YTO MO CaMOI CBOEH CyTH IMOJIHOIK30MHBIN CKPHHUHT BBI-
SIBJIICT BCE MYTaIllMX — W MPUBOJAIIME K OOJE3HH HOCHUTEINS, U periec-
CHBHBIC, YIPOXKAIOIIUE TOIBKO CICAYIONIEMY MOKOJICHUIO (ITpH BhIOOpE
mapTHepa — HOCHTENS MYyTallid B TOM e rere). OgHaKo Moka 4To
MOJIHOAK30MHBIM CKPUHUHT UCIIOJIB3YETCSl — UMEHHO B CBSI3U C Hepe-
IICHHOCTBIO PAcCMAaTPUBAEMBIX B HACTOSIIEM 0030pe BOMPOCOB —
MPAKTUYECKN HMCKIFOYUTEIBHO JIJIsi BBIABICHHS 3a00JICBaHUM, HO HE
HOCUTEILCTBA.

BaxxHoil uepToil MOJHOIK30MHOTO CKPUHUHTA HA HAJIMYUE 3a-
0oJieBaHUS SIBIISICTCS €T0 YCIEIIHAs WHTETpalus B HEOHATATbHBIN
CKpuHHHT — mpoekThl BabySeq [18] u Oxzamen [19]. B wactHOCTH,
FEHETUYECKOE TECTUPOBAHHE TMO3BOJSET CYIIECTBEHHO COKPATUTh
BpeMsl YCTaHOBJICHUS [HMAar{Ho3a, 4To JaeT BO3MOXKHOCTh CBOEBpeE-
MEHHO HauaTh JeueHrue. Hambonee M3BECTHBIM MPUMEPOM SIBIISCTCS
(beHMIIKETOHYpHS, BBISIBJICHUE KOTOPOIH B PaHHEM BO3pacTe MO3BOJISCT,
MPUMEHUB JUeTy Oe3 (eHunananuHa, n30eKaTh KIMHHYECKUX MPOSB-
JeHuid. [IpyruM mpuUMepoM MOXKET CIIY)KHUTh Mepuoandeckas 00JIe3Hb,
3HAHHE O HOCHUTEIhCTBE KOTOPOH IMMO3BOJISIET CBOCBPEMEHHO BBIOPATh
aJICKBaTHYIO TEPAITHIO, 3HAYUTEIIEHO COKPATUB CTPaJIaHUs MalUeHTa 1
ero OJIU3KHUX.

[ToTHOAK30MHBIN CKPUHUHT TakXe TauT B ceOe TOBOIHBIC
KaMHH, OJJHAKO OH TI03BOJISIET TIOJIHOCTHIO YHTH OT TapreTHOTO MOIX0/a
Y STHHYECKH OPHUEHTHUPOBAHHBIX CKPHHUHTOBBIX MPOTPaMM, TTO3BOISL
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BBIITOJIHATE CKPUHUHI HAa HOCHUTCIIBCTBO T'CHCTHYCCKHUX 3a00J1eBaHuI
paBHO I/IH(l)OpMaTI/IBHO JJIsL I000r0 HWHIWBHIA B TIF000M PEruoHe.
Bnpoqu, Jaxe Tapreerﬁ moAXod MO3BOJIACT, UCIIOJIB3Yys HAKOIT-
JICHHBIC 3HAaHUA U pa3pa6OTaHHLIC MCTOOHUKH TCHETHYECKON JHUar”Ho-
CTHKH, BBIABIISATH OYCHB H_II/II)OKI/If/’I CIICKTp COCTOHHI/IfI, IJIL KOTOPBIX
INOTCHIIHMAJIbHO BO3MOXKHa HpO(l)I/IJ'IaKTI/IKa. BTO, Ka3aJ1oChb 6I>I, HECO-
MHCHHOC€ JOCTHXKCHUEC CTAJI0, OOJHAKO, HCTOYHHUKOM HOBBIX npo6neM.

Hopma uan Het?

I'me momxHa mpoxXoAWTh rpaHuna NpopuIakTHKH? Jlaxe ecnu
TOBOPHUTH TOJNBKO O 3a00JIEBAHUSX, TO HY>KHO YETKO ONpENeTuTh Ipa-
HUILBI TOTO, YTO MOXET OBITh HE JOMYIIEHO B KU3Hb 4enoBeka. Cru-
COK TIOUIeKaWMX npodunakruke 3a001eBaHi HEBO3MOKHO C(HOPMHUPO-
BaThb pa3 M HaBcerga. JTO YTBEP)KICHUE MOXKET MOKa3aThCS CTPaHHBIM,
HO MPH BHUMATEIFHOM PacCMOTPEHHH 3TO MMeHHO Tak. C ofHOil cTo-
POHBI, CO3AAIOTCSI BCE HOBBIE CIIOCOOBI KYIMPOBAaHUS HEOIar ONPHUSTHBIX
3¢ PEKTOB TEX TreHeTHYECKH 00YCIOBIICHHBIX COCTOSHHI, KOTOpBIE Celi-
Yyac TPaJULMOHHO CUMTAIOTCS 3a00JIeBaHIsIMU U AT KOTOPHIX, IO Mepe
BHEJIPEHUS CIIOCOOOB KYMUPOBAHMS, CTABUTCS MO/ COMHEHHE HEO0XO-
OUMOCTh CKPHHHHTA. SIpKUM MPUMEPOM Takoro Meramopdos3a CiIyXuT
riyxoTa. Co3gaHue s3bIKa )KECTOB M MacCOBOE 00yUeHHE eMY MTPUBEIH
K (hOPMHPOBAHUIO CBOCOOPA3HOT0 COOOLIECTBA TIyXHX, CYILECTBYIO-
LIEr0 B MOMYJIALUMU 000COOJICHHO, BIUIOTH A0 CTPEMJICHHS TaKHX Tap
umeTh riyxux gereit [20].

C npyroii CTOPOHBI, COCTOSIHUE, CUUTAOLIEECs OONE3HBIO, MOXKET
MUMETh HEOYCBH/IHBIC IO3UTUBHBIC aclieKThl [21], maxke eciu coBpeMeH-
Has HayKa HE MOXET BBISIBUTH SIBHYIO IPHYMHHO-CIECACTBEHHYIO CBA3b.
Tax, cerogHst akTUBHO 0OCYXAAIOTCS TUCIIEKCHSI M PSA IPYTHX OTKIIO-
HEHUI KaK TIO3UTHUBHEIC, a HE HEraTUBHBIC 0COOEHHOCTH [22; 23].

[Tpu sTOM faxke coBceM, Ka3aoch Obl, HEe UMEIOLIE OTHOLICHUS
K TEHETHKE TEXHOJIOTMU MOTYT BIMATH Ha reHodona. Tak, meieHa-
npaBJeHHOE 00y4YeHUE A3BIKY KecToB, paspaborannomy Oonee 300 et
Hazaja B EBporie, mpuBeno K pocTy KOJIMYECTBA aCCOPTATUBHBIX OPaKoB
MEXIy TIIYXUMH JIIOABMHE (accopmamuernocms — NPESANIOYTCHUE B BBI-
Oope OpayHOTO MapTHepa MO HATUYUIO MM MO OTCYTCTBHIO KakKoro-
60 npusHaka) [24]. OueBHIHO, YTO CIEACTBHEM 3TOI'O CTAaHOBUTCS
MOBBIILICHHAS! TPAHCMHUCCHUSI aCCOLMMPOBAHHBIX C HApyILICHHEM CIyXa
PELIeCCUBHBIX aijieliel, 1 KOCBEHHBIEC HCCIECIOBAHUS TOATBEPKIAIOT
310 npeanonoxkenue: 3a nocuegare 100 ner B CHIA gacrora Hacnen-
CTBEHHOM TIIyXOTHI yBeluumiach oonee yeM BraBoe [25]. To ke camoe
HaOmofaercs U B OPYrHX CTpaHaX: POCT YACTOTHI MPAMO CBsI3aH C
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JNaBHOCTBIO Hayajga OOyYEHHs] >KECTOBOMY S3BIKY KaK OCHOBHOMY
CpeICTBY OOILEHUS TITyXHX Jironei [26].

Otcioga o4yeBHOHA HEOOXOJMMOCTH ONPEACTUTH. KTO JOIKEH
HUMETh MPABO peIIaTh, YTO MBI BIIPaBE MEpeAaTh emle He POAUBILEMYCS
pebeHky, a oT 4ero o0s3aHbI ero n30aBuTh? Ha KOro MOXXHO BO3JIO-
XKHTb 3TOT BBIOOpP, ¥ KOT'O MOXKHO JIOMYCTUTH 0 NPUHSTHS TaKoOro pe-
LIEHUS — MaTh, Hapy, Bpaya, obmiectBo? CyllecTByeT MHEHHE, UYTO
BOIIPOC O TOM, YbH LIEHHOCTH JOJDKHBI YUUTHIBATHCS TpU (POPMHUPOBA-
HUU CHCTEMBI 3PaBOOXPAHEHUS, SBISETCS Cyry0O MOTUTHYECKUM H
HE JOJDKEH ONpeleNsIThcd SKOHOMUCTAMU 3/IPaBOOXPAaHEHUS WM ApY-
TMMU 3aUHTEPECOBAHHBIMHE Jrnamu [27].

JleTH-uHBAIMBI Yallle BCEro MPUHUMAIOT CBOE TsDKeJoe 3a00-
JIeBaHWE KaK JAaHHOCTb, OIHAKO UL POOUTENEH poxaeHHe OOIBHOro
pebenka, 0e3yclOBHO, BeUET CHHKEHUE KadecTBa XH3HH. Ho MOXKHO
JIM TIPEAOCTABIIATH TIPaBO IPHHUMATD TaKOe pellieHHe KOHKPETHOH nape?

W3BecTHBI TpUMEPBI, KOTJa TIyXHe Maphl 3asBIISIH O KETaHUH
HUMETh TOJIBKO Iyxux Aereil. Tak, B BenukoOpuranuu Oblio poBene-
HO aHKeTHpoBaHHe TIyxux Jozeil. [1o Bompocy xenaeMoro cocTosHUs
ciyxa y ux pedenka 15% pecrioHIEHTOB OTBETHJIM B IOJb3Yy POXKIeE-
HUS TIyXoro pebeHka u Toibko 6% xotenn Obl pebeHKA ¢ HOPMAb-
HBIM CIIYXOM, OCTaJIbHBIE OMPOILIEHHBIE TEM WM UHBIM CIIOCOOOM YIIITH
OT OTHO3HAYHOTO OTBeTa Ha AaHHBIA Bompoc. [IpuMedaTensHO, 4TO
2% TIyXuX peCHOHICHTOB OTBETHIIM, YTO OHU TpepBaliu Obl OepeMeH-
HOCTb TPU BBIIBICHUU Yy MX Oyayliero pedeHka HOPMaJIBHOTO CiIyxa
[20]. OnHako o yTBEpXKIEHUSAM MPEACTaBUTENCH COO0IIeCTBa TITyXUX
TIyXOTa SABJSieTCd HE HMHBAJHIHOCTBIO, 8 HEOOXOOMMBIM YCIOBHEM
noctyna k Ooraroii Kynbrype. «['mmyxoTta HeceT ¢ co0oii orpaHuyeHus,
HO OHH SBJISIIOTCSI IPOAYKTOM COLMANBHON TUCKPUMHHALNHM, a HE ca-
Moro cocrosHus» [28]. Bornee Toro, poxkaeHne riayxoro pedeHKa B CeMbe
TIyXUX MOXKET OKa3aTbcs Ooyiee BBHIUTPHIIIHBIM, TOT/AAa Kak HE CTpa-
Jarommii 3a0oeBaHeM peOCHOK CTaHOBHUTCS B OIpENeNIeHHOH cTere-
HHU W30JIMPOBaH OT pomutenei [29]. DTOT (pakTop BHOCHT JOMOIHU-
TENBHBIA BKJIAJ B BBICOKYIO YacTOTY aACCOPTATUBHBEIX OPaKOB MEXTY
rIyxumMu JoapMu [26]. [lake cpeny KOHCYJIbTUPYIOIIMX T€HETHKOB
TIIyX0Ta BOCHPUHHUMAETCS Kak 3a00JeBaHHME C HM3BECTHOH CTEHNEHBIO
cyObeKkTUBHOCTU. Hanmume riryxoTel y caMoro pecroHJeHTa HiH Cpe-
JIM €T0 Jpy3eil CrocoOCTByeT Ooliee MO3UTHBHOMY OTHOIICHHUIO K TITY-
xuM oM [30]. He BbI3bIBaeT yauBICHUS ¥ TOT (DakT, UTO HA MPUHSITHE
MAIMEHTOM PEeICHHS PU KOHCYJbTHPOBAHUN MOXKET BIHMSTH SMOIHO-
HaJbHAs OKpacKa KOHCYJIbTAaHTOM IMoaBacMoi uHgopmaruu [31].

136



Yto genarh ¢ pe3yabTaTaMHu CKPMHUHIA?

ScHo, 4uTO camo Mo cebe BBHIABICHHE HOCHTENbCTBA HHUKAaK HE
BIMSCT Ha (GakT POXKIACHUA HIM HEPOXKICHUs OONBHOro pedeHKa.
Tonbko cOOCTBeHHBIE MAEHCTBHSA Maphl, NOJIYYUBIICH pE3yNIbTaThI
CKpUHUHTA, MIPUBOIAT K ONpeneliecHHOMY pe3ynbrary. Harmsnoi wi-
JocTpanueil sBISIOTCS OOMIMHBI aMHILEH, 9acTOTa TeHETHYECKUX Ha-
PYILCHUI B KOTOPBIX JOCTaTOYHO Bbicoka [32; 33], HO pamukanbHas
KOHCEPBAaTUBHOCTh aMHIIIEH, B TOM 4YHCJE [0 OTHOLIEHHUIO K COBpE-
MEHHOW MEIUIIMHE, BBIPAXKAIOMIASLCS O3UIMEH HEBMEIIATEIbCTBA B X0
MHPO3/IaHUS, HCKITI0YAET caMy BOSMOKHOCTB nipoduiakTuku [34; 35].

BaxHOCTh MOCIECKPHUHUHTOBBIX MEPONPUSTHH OTYETIMBO MPO-
SBUJIACH B HEyJlaue aMEPUKaHCKHUX MPOTPaMM CKPHHHMHTA Ha CEPIIOBU-
HOKJIETOYHYIO aHEeMHI0. Takux mporpamm ObUIO 3aIylIeHO HECKOIBKO:
OZIHH OPUEHTHUPOBAJIUCH HA LIKOJIBHUKOB, IPYIHE — Ha COOMPAIOIINXCS
BCTYIHUTH B Opak MONIOABIX JTroaei. OTKa3 OT MPOXOXKICHUSI CKpUHUHTA
HaKa3bIBaJICS MITPAadOM MM HEMPEAOCTABICHUEM MOJIOJ0XKEHAM OIlia-
yrBaeMoro ormycka. OJHaKo MporpaMMbl ObUTH 3aIyIEHBI B IEPHOJ
AKTHUBHOTO aHTHAOOPTHOTO ABYIKEHHUS, NOITOMY BBISBIISIEMBIM HOCH-
TENsIM HE aBaJIM HUKAKUX MMPAKTUYECKUX PEKOMEHIALWH, YTO U MpH-
BEJIO K OTCYTCTBHIO KaKOT0-TH00 3HAYMMOro 3¢ ¢exra oT CKpUHHHTO-
BBIX MeponpusTuii [3].

Crout 0c000 OTMETHTH, YTO PETUTHO3HBIE OPTraHU3ALUH 1ATECKO
HE BCErja MpOSBISIOT MPUIHCHIBAEMYIO OPTOIOKCAIBHOCTH M YacTO
TOTOBHI K KoMIipomuccam. [lepBrie ckpuauHrH Ha 6one3Hb Tes — Cak-
ca MPOXOAWIM B CHHArorax HpPU aKTHBHOM Y4YacTUW DPEIUTHO3HBIX
rnaB. [IpaBocnaBHas nepkoBb Kunpa nmoagepkana B 1983 r. TpeboBa-
HUE O N0OpayHOi cepTH(UKaLWK, TOATBEPXKAAIOIIEH MPOXOXKICHUE
Mapod TecTa Ha HOCUTEIbCTBO. «J[a’ke B CENbCKOM, KaTOINYECKOU
HSKOHOMHUYECKHA MAaJlOpPa3BUTOW MECTHOCTH OOJBIIMHCTBO HACENCHHS
MPEANOYNTAET MPEHATANbHYI0 JUarHOCTHKY M a0opT, 4ToObl HE HO-
MYCTUTh POXIEHUSI OOJNBHOTO Tajaccemueld pebenka» [11]. Bo mHo-
xecTBe MycyibMaHckux ctpad (Mpane, Typuun, B [lyOae, B cekTope
I'aza, Ha MambuBax, 8 Mymban-Cutu B Unnu, B CaynoBckoit ApaBun
u B Apabckux Dmuparax) NMpHUHATHE 00S3aTENbHBIX NpodUIaKTHYe-
CKHX MpOrpaMM OBbUTO B 3HAYMUTENBbHOH CTENeHH O0YCIOBIEHO IMO-
JEep)KKOW PETUTHO3HBIX BJAcTeld, pa3peliMBIIUX MPEHATAIBHYIO
IUArHOCTHKY U MpephIBaHUuE OEpEMEHHOCTH B Cllydae OOJIe3HHU II0AA.
dertBa (MCIaMCKOE PETUTHO3HOE 3aKII0UCHNE) Ha a0OPT BhIJACTCS TIPH
cpoke OepemenHoctd a0 120 nHel, MOCKONBKY MO MYCYJIbMaHCKHM
KaHOHaM CUHUTAETCs, YTO peOEHOK 110 POXKACHUS He 00JajaeT TyIoi.
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BaxHO MOIYEpPKHYTH, YTO HCIOJIB30BAaHUE PE3YJIbTATOB CKpPH-
HHUHTa HE BCEr/a BEIET K MpephIBaHUI0 OepeMeHHOCTH. B psijie ucinam-
CKHX PErMOHOB, I/ie a0OPThI CUUTAIOTCS HENOMYCTUMBIMH, YAAIOCh 3a
HECKOJIBKO JIET JOOWTHCS 3HAUMTENFHOTO CHIDKEHHUS 3a0071€BaeMOCTH
oone3nnto KpaboOe. Brina nmpoBenena Oonbias paboTa MO OPHUEHTUPO-
BAHUIO HACENEHHUs B BHIOOPE OpavHOro MapTHEPA, CYIIECTBEHHO CHU-
3WBIIAS KOJMYECTBO OJM3KOPOACTBEHHBIX map. PaBBuH Mozed Ox-
mreiin (Joseph Ekstein) cxomubim o6pasom cosnan B 1983 r. cucremy
noopaunoii quarnoctuku «Jlop Memapum» (Dor Yeshorim) st BeisiB-
nenus 6one3nu Tes — Cakca B HanOosee OPTOAOKCABHBIX €BPEHCKUX
obmunax [36; 37]. Uyneiickre KaHOHBI 3aMperiarT adopT Ha MO3HUX
CpOKax OepeMEHHOCTH, TIO3TOMY, €clii 00a MOTEHIHATLHBIX MapTHepa
SIBIITIOTCS. HOCUTEISIMU MYTAllMi, TO Ha HUX W MX CEMBbH BO3JIaracrcs
MOpaJIbHOE 00513aTETbCTBO CO3AAHMS IPYroi Maphl C COBMECTUMBIM»
MapTHEPOM.

CKPHHHUHT HOCUTEIbCTBA U BCIIOMOTaTeJIbHbIE
PenpoayKTUBHbIE TEXHOJIOTUH

Pa3zButne MoneKynspHO-TEHETHYECKUX TEXHOIOTHH, 00benu-
HUBIIACH C TEXHOJIOTUSMH MEIUIMHCKOH 3MOpPHOJIOTHH, CHENan
BO3MOXHBIM TPOBEACHUE NPEUMIJIAHTAIMOHHOI'O TE€HETUYECKOTO
TECTUpOBaHUsI Ha MoHoreHHbIe 3a0oineBanus ([II'T-M, panee Taxke
HCTOIB30BAJICA TEPMHUH «IIPEUMIUIAHTALMOHHAS TeHETUYECKasl TUarHo-
cruka», [1I'J]). bnaromapsi ToMy HoOsSBHJIaCh BO3MOXXHOCTh BBIOMPATh
JUISl UMIUIAHTALUN B MaTKy SMOPHOH Ha OCHOBAHUH €ro T'€HEeTHYeCKO-
ro craryca [38]. Bnepseie III'T-M Obuio Beimonneno B 1998 r. mis
MPEAOTBpAIEHHS POXKICHNUA pPeOCHKa C TaJacCeMHed, W reMoryioou-
HONIATUHM OCTArOTCsI OCHOBHO#M MuieHbto I1I'T-M mo ceii genn [39].
Baxno, 4TO HECMOTpPS HA CXOJACTBO YTHIIM3ALUHU IUIIHUX» dMOPHO-
HOB ¢ aboprtoM, ucnonb3oBanue [II'T-M Obuto 0100peHO MHOTUMU
OPTOJOKCAJIbHBIMH PETUTHO3HBIMU TPYNIIaMH, B TOM YHCJIE U TEMH,
KOTOpBIE KaTerOPHUYECKH He JomycKaroT abopT. EBpeiickas Tpaguuus,
HampuMep, HE CUUTAeT OIUIOJOTBOPEHHYIO B MPOOHPKE SIMLIEKIETKY
YeIOBEUECKON KHU3HBIO, MIOKa OHAa He OyIeT MpUHATa MaTKOH, Oiaro-
Japs 4eMy JaXke OpTOAOKCAJbHBIE HAMpaBIECHUSA WyJau3Ma CUMTAIOT
[II'T-M nomyctumbim [37; 40].

I'opazno Gonblie criopoB BBI3BIBAET caMa BO3MOKHOCTD LeNIeHA-
MpaBJIeHHOrO BEIOOpa aMOpuoHa. Curyanusi ycyryomsiercsi TeM, 4To B
nporpamMax BPT ¢ moHopckum kieTkamu (aKTHUECKH paspelieHa,
MyCTh M HEABHO, ceJeKuus OyayIIero moToMcTBa, Kak MUHHUMYM, IO
(deHoTUIMYECKUM Tpu3HaKaM: «[Ipy UCIONB30BaHUN JOHOPCKHX HM-
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OpHOHOB pELUUNHEHTaM IODKHAa OBITH MpeAcTaBieHa HH(opManus o
BHEIIHUX JAaHHBIX JOHOPOB, a TaKXke pe3yibTaTax MEIULUHCKOTO,
MEIMKO-TEHETHYECKOTO O0CIeIOBaHUS JIOHOPOB, UX pace U Haluo-
HanpHOCTU» [41; 42]. Ceromus B mporpammax BPT wucnonb3yercs
MPEUMIIAaHTAOHHOE TeHETHYECKOe TECTHPOBAaHUE SMOpPHOHOB Ha
aneyronauu (III'T-A, paHee Taxke MPEUMILTAHTALMOHHBIA TCHETH-
yeckuid ckpuauHT, [1I'C) Merogom FISH wnm array-CGH. Ilepexon Ha
TEXHOJIOTHUIO BBICOKOIPOM3BOIUTEIBHOTO CEKBEHUpOBaHUs (Ha OCHOBE
KOTOPOU BBITIONHSETCS U TIOJTHOAK30MHBIH CKPHHUHT) TIO3BOJISICT OHO-
BpemeHHO ¢ [1I'T-A npoBoauts u [1I'T-M [43], uTo HEeMHHYEeMO TIPUBO-
JIT K [IEPECMOTPY KPUTEPHEB IPUTOAHOCTH IMOPHOHA K IEPEHOCY.

IKOHOMHYECKHE ACTIEKTLI

[IpodunakTika TpaJULIUOHHO OLEHHUBAETCS C CYyry0O SKOHOMU-
YEeCKUX MO3UIHUI — MO0 COOTHOLICHHIO 3aTpaT Ha MPEJOTBPaLleHHE Of-
HOTO cityyasi 3a0oNeBaHMs U Ha JieueHue 3Toro 3aboneBanus. Ompas-
JTaHHOW MPOQUIAKTHKA CYUTACTCS B Cydae, €CH MpeJoTBpallcHHbIC
3aTpaThl Ha JICUEHHE MPEBOCXOAAT MMOHECCHHBIE 3aTpaThl Ha MPENoT-
BpaieHue. OHaKo B Cllydae FeHETUUECKHUX 3a00JIeBaHUI HE YUUTHIBA-
IOTCSI KOCBEHHBIE 3aTpaThl Ha COLHUAJIBHYIO MOAIECPKKY U aJanTamnuio
OONBHBIX TSDKENBIMH HacleACTBEHHBIMHU 3a0oieBaHUsIMH. B pesynbra-
T€ OLIEHKa YKOHOMHYECKOW HArpy3KH I'eHETHUYECKUX 3a00IeBaHnH, KaK
MPaBUJIO, CYIIECTBEHHO 3aHMKeHa. HeoOXoauMO yUHUTHIBATH TakkKe U
UCKJIIOYEHUE M3 TPYJOBOH [EATEIBHOCTH POJICTBEHHUKOB, YXaXKu-
BaIOLINX 32 OONBHBIM.

Kpome Toro, Henb3st 3a0bIBaTh U 0 KOH(PIMKTE HHTEPECOB MEXKTY
Tepanueil u nmpoduiakTukoi. B HacTosimee BpeMsi 3HaYUTEIBHBIE pe-
CYpCHI HalpaBlieHbl Ha pa3paboTKy JIeUeHNs] TeHETHUECKUX 3a00/1eBaHHIA.
OpHako ecind BHOBb OOpAaTUTHCS K ONBITY MH(EKIMOHHBIX 3a00JeBa-
HUiA, TO, HAIIpUMeEp, CO3JaHNE BAKIMHBI OT MOJIMOMHEINTA TPAKTHYECKH
OCTaHOBUJIO MOKCK CIOCOOO0B JieYeHHs 3TOH Oone3HH. MeToabl IeUeHus!
TanacceMuu ObUTH OTKPHITHI B 1970-X romax, yxe mocie Hadana npogu-
JAKTUYECKHUX TporpamM. [Ipu 3TOM CTOMMOCTH Tepaliy OKa3alach Ha-
CTONIBKO BBICOKOH, YTO CTpaHbI ¢ HauOOJIbIIEH PacHpOCTPaHEHHOCTHIO
0ONEe3HN YKOHOMUYECKH HE CMOIIIN TapaHTHPOBATH BO3MOXKHOCTH JIeue-
HHSI, HO IOCTYITHOCTh TPO(HIAKTHKU HE COKpaTuiachk [3].
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IIpodaema nagopmMupoBanus

Cpenu OCHOBHBIX JOBOIOB B TIOJNB3Y COKPBITUSI T€HETHYECKOM
MH(OpMAIMK BBIIETACTCS ONACEHUE, YTO KHOCUTENb» HE CMOMKET HaM-
TH cebe naprHepa. [lpu paspaborke mporpammsl «Jlop HMemapum» Oa-
30BBIM MPUHIMIIOM OBLIO MOCTAaHOBIEHO MPEAOTBpPAIICHHE CTUTMATH-
3auuy HocuTener. C 3ToH 1enbio ObUIO pelIeHo )KECTKO OTPaHuYNBATh
WHGOPMALIMIO. PE3YNbTaT HCCIIENOBaHHUA HE COOOIIAETCS HU OXHOMY
YeIOBEKyY, a BbIIAeTcs HISHTU(UKAINOHHBIN HoMep. [Ipu HamepeHun
3aKIIFOYMTh OpaK MOTCHIMANbHBIC NAapTHEPBI (MM UX POIMTENH) CO-
o0maroT npucBoeHHbIe HOMepa B «/{op Memapum» no tenedony. Ecmm
00a mapTHepa He ABISIOTCS HOCUTEISIMH OJJHOTO M TOT'O K€ PEelecCHB-
HOTO BapHaHTa, JaeTcsi pekoMeHaamnus Ha opak. [Ipu aToM He packpbl-
BaeTcsa HHUKakas Apyras uHpOpMaIws, KoTopas He BIHsIET Ha COBMECTH-
MOCTh JAaHHOW Tapbl, Ja)Ke €CIM MPH HCCICAOBAHUH OBUIO BBISBICHO
HOCHTENBCTBO Npyrux mytauuit [37]. Takum oOpa3om, Lenbio Mpo-
rpaMMBl SBIISIETCSl MPEJOTBPALLICHUE OMACHOCTH POXKACHUS OOJIBHOTO
pebeHKa y mapel, a He ”HQOPMUPOBAaHUE TPAXKIaH O HOCUTENLCTBE [3].

3a 3Ty 0COOEHHOCTh MPOTpaMMy aKTHBHO KPHTHMKOBAJIH, CIIpa-
BEIJIMBO yKa3bIBas Ha (haKTUUECKOe HapyIIEHHE MpaBa WHIAUBUIYyMa
MOJTy4aTh PE3yNbTaThl MEIUIIMHCKOTO HCCICAOBAHMS H CAMOCTOSATENb-
HO pacnopsokaThes >TUMM cBesieHusaMu [44]. CooOmas pe3ysbTaThl
TOJIBKO TIapaM M TOJILKO B KOCBeHHOM (popme, «/lop Uemapum» B omnpe-
JICTIEHHON CTeleHH KyJIbTUBHPYET HE3HaHHe, HE TO3BOIS KaKIOMY
YeIoBeKy — elle He BbIOpaBIIeMy MapTHepa, HO MpHUHAUISKAIIEMY K
CeMbE HOCUTEIIEH — CAMOCTOSATENBHO PACTIOPSDKATHCS CBOUM OYAYILIUM.

Xorenoch Obl, BIIpOYeM, OTMETHTh BaKHBIA M YacCTO YITycKae-
MBIH MOMEHT: CTOJIb MOPUIIAEMBIE KIIPUMUTUBHOCTb M HE3HAHHUE, TIPE-
obnazaromye B HalIeM obmiecTBe» B ciaydae ¢ «/lop Memapum» umerot
U OYEBHIHYIO MOJOKUTEIBHYI0O CTOPOHY: MMEHHO Onaromaps spKo
BBIPR)KEHHOMY MAaTEPHAIMCTCKOMY XapaKTepy PEIUTHO3HBIX OTHOLIE-
HUH CTall0 BO3MOXHBIM CaMO CYLIECTBOBAHHE JTOW CKPUHUHTOBOI
nporpaMmel. bonee Toro, UMEHHO W3IHUIIHSIS MPSMOIMHEHHOCTH Tpe-
NOCTaBlieHUsT MH(OpMaUyu — ONHO3HAYHAs PEKOMEHJAIMS WM HET
3aKIII04YeHHs Opaka JUIs KOHKPETHOH mapbl, 6e3 Kakoi Obl TO HU OBLIO
neranu3anuu (KOTOpasi, O4eBHIHO, NOTpeOoBana ObI ONMPEICICHHOrO
YpOBHSI HHPOPMHUPOBAHUS U JTUYHOTO yIacTUsl PELUIIMECHTOB B TIPUHSI-
TUH pelIeHHs) — OOYCIIOBWJIA YCIEX MpOorpamMMbl. VIHBIMH ClIOBaMH,
ycrex IporpaMMbl MPEKOHLEMIIHOHHOTO CKPUHUHTA B IaHHOM CITydae
CTaJl MPSIMBIM CJIEACTBHEM PELIUTENLHOCTH OPraHU3aTOpPOB, MPUHSB-
IIMX TYCTh CHOPHYIO, HO OJHO3HAYHYIO TaKTHKY OIpPaHHYEHHOTO WH-
(hopMHPOBaHMS YYaCTHUKOB CKPHHHUHTOBBIX MEPOIIPUSATHI.
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B T0 € BpeMst HeNb3s HE OTMETHUTD, YTO 3aKPLITOCTh UH(POPMA-
uuu B «/lop Memapum» Hepenko mpuBoamiIa K 00paTHOMY 3P GeKTy —
B CPaBHHUTEIHFHO MaJlON MOMYJISILMN IPUYMHBI paccTaBaHHs map OBICTPO
CTaHOBHJIMCH M3BECTHBIMU. DaKT HOCUTENHCTBA JIOXKUTCS KIEHMOM Ha
BCIO CEMBIO, BIUIOTH IO HEBO3MOXKHOCTH 3aKJIIOUUTH Opak HE TOIBKO
IUISL CaMOT0 HOCHTEIIS, HO U AJIs ero OpaTheB U cecTep. B To ke Bpems
caMM MOJIOJBIE JIIOJM CYUTANHM, YTO TONUTHKA, Oa3upyromascs Ha co-
BeTe HE BCTynaTh B Opak, HeyMecTHa i1 OpakoB IO JIOOBU M yKe
MMEIOIINXCSI OpauyHbIX COr030B [45].

B OGonpmmHCTBE CTpaH Ha JaHHBIA MOMEHT Takas CHUTyalus
MPaKTUYECKH HEBO3MOXKHA ! MOJyYeHHAs! IPU TECTUPOBAHUM T'€HETHYe-
cKkast nHpOpMaIus JOIKHA OBITh COOOIICHA YYaCTHUKY TECTHPOBAHUS
B oOsi3aTenbHOM mopsanake. B Poccun sta cdepa perymupyercst Oene-
panbHBIM 3aKOHOM «O0 OCHOBax OXpaHbI 3I0pPOBBS rpaxkaaH B Poc-
cuiickoii denepanum», B cTaThe 22 KOTOPOro ckazaHo: «Kax il nMeer
MPaBo MOJYYUTh B JOCTYITHOW AJISl HEro ¢opMe MMEIOLIYIOCs B MeIu-
LIUHCKOHN OpraHn3alui HHQOPMALIUIO O COCTOSHIH CBOETO 37I0POBBS, B
TOM YHCJIE CBEACHHUS O pe3yibTaTax MEJUIMHCKOr0 OOCIETOBAHUSI»
[46]. Coxpansiercs, BIpo4eM, y:Ke YIOMSHYTas Ipo0iieMa BOCIIPUSTHS
noiydeHHoi nHpopMmanuu. M X0Ts 3TOT acneKkT KpaifHe BaKeH B KOH-
TEKCTE CaMOH CyTH MPEKOHLENIMOHHOTO CKPHHUHTA, HO €ro 00cyxie-
HHUE BBIXOAUT 3a PaMKH 3TOro Kpatkoro odzopa. Ecte u apyroit 6mms-
KHH BOMpOC. KTO BIIpaBe pacroyiarath TeHeTHUecKor uHQopmarmeit
uaanBuAa? C OOHOW CTOPOHBI, reHeThueckas WHpopMauus sSBISETCS
CBEIEGHUSAMHU O 3[0POBbE, CJIECJOBATENbHO, MOANAAACT MOA MOHSATHE
BpaueOHOH TaiiHpl. C Opyrofl CTOPOHBI, OYEBUAHO, YTO BBISIBIICHUE
(hakTa HOCHUTENHCTBA O3HAYAET BBHICOKYIO BEPOSTHOCTH TaKOT'O K€ HO-
CHUTEIILCTBA U y OMKAHIINX poncTBEeHHUKOB. OCOOCHHO aKTyaJbHBIM
9TOT acleKT CTAHOBUTCS B CBSI3U C HAYaBIIMMCS MEPEXOJOM OT Tap-
TeTHON JUAarHOCTHKH K MOJHOT€HOMHBIM U TOJTHOAK30MHBIM HCCIEHO-
BaHUsM [47; 48]. [Ipennonaraercs, 4TO COLMAIBLHO-TIPABOBOH CANHH-
LeH, KOTopasi MOXKET MOJIy4aTh TeHEeTHYEecKylo WH(OPMAaLHUIo, HYKHO
CuuTaTh He MHIMBHIA, a cembio [49]. Takum oOpasom, Omrpkaiime
POACTBEHHHKH MOTJIH OBl OCO3HAHHO JelaTh COOCTBEHHBIH BBIOOD, HO
B TO € BpeMs NPH 3TOM OyJeT HapylleHa KOH(PHUIACHIHATbHOCTh Me-
JOULIWHCKUX JaHHBIX. DTO MPOTUBOPEUUE MOCTYKUIO OCHOBAHUEM ISt
BBIBOJIA O HEIOJIHOM COOTBETCTBHUHM CTaHAAPTOB MEIUIIMHCKOW 3THUKU
COBPEMEHHOMY COCTOSIHUIO TCHETUKM M TeHOMHUKH [49]. Omnum u3
CTIOCOOOB MPEOIOJICHUS TAKOTO MPOTUBOPEUUSI MOXKET OBITh HCIIOJb-
30BaHME OPYroro IOCTHXKEHHS COBPEMEHHOCTH — BBICOKOI'O YPOBHS
cOopa u cucTeMaTu3ally JHYHBIX (B TOM YHCIIE TIEPCOHAIBHBIX) JaH-
HBIX TPa)KAaH B FOCYAapCTBEHHBIX 0a3aX NaHHBIX, MOTOOHBIX Maiai-
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suiickoii cucreme MyKad winm oredectBennsiM ['ocyciyram [50; 51].
Kak mokaspiBaroT mcciaenoBaHusl, OONBIIMHCTBO PECHOHACHTOB CO-
TJIACHBI, YTOOBI X POJCTBEHHHKH MOIy4Yaad WHPOPMAIIUIO O BOZMOXK-
HOM HocHTenbeTBe [52]. JIto0Obie crOcOOb aHOHUMU3AIMH UCTOYHHKA
Takol MHGpOpPMauKu OyIyT TOJBKO CIOCOOCTBOBATH OOIIECTBEHHOMY
KOHCEHCYCY TI0 3TOMY BOIIPOCY.

IIpo0sieMa NpUHATHSA perIeHust

Hcnonb3oBaHue pe3ynbTaToB CKPUHUHTA Ha HOCHTEIBCTBO MY-
Tanuii HeM30€KHO CONPSDHKEHO C MOpalbHBIM BbIOOpOoM. [Ipumepom
OCYIIECTBIICHUS TAKOTO BEIOOpa — IPUYEM B TSDKEIOM BapUaHTe, Koraa
B JIIOOOM clly4yae pe3yiabTaTOM SIBISIETCS CMEPTEIbHBIM MCXOA — CIIy-
KHUT MOJENbHAs CUTYalysl: KaKk IpOrpaMMHPOBATh OCCITUIIOTHBINA aB-
TOMOOWJIb, €CIIM aBapusi HEM30eKHA, HO €CTb BO3MOXKHOCTH BBIOOpA!
MEPEeNIOKUTh OCHOBHBIE PHUCKU JHOO HAa MAacCakUpoB, JHOO Ha mele-
X0moB. B mnmBIIemcst monTopa roja MCCICHOBAHHH aBTOPHI MOIBITA-
JIUCh YCTAaHOBUTH, KAKUMU MOPAJbHBIMH NPUHIUIAMH JOMKEH PYKO-
BOJICTBOBAThCSI allTOPUTM YIPaBJICHHs aBTOMOOHJIEM B TaKOH CHTYalUH.
B xoze nccnenoBanus 6bU10 OIpoIIeHo 2,3 MITH YenoBek u3 233 cTpaH
u peruoHoB [53]. AHanM3 JaHHBIX PECIIOHACHTAMHU OTBETOB IOKA3ajl
CHJIBHYIO 3aBHCHMOCTb MOPAIbHBIX NPHOPUTETOB OT CTPaHBI MPOXKHU-
BaHUS, a TAaKXe, XOTA M B MEHbLIEH CTENEeHH, OT JeMorpaduyeckux
MoKasaTtelieil yUaCTHUKOB, TaKMX Kak Mol W BozpacT. [Ipu stom mo-
paNbHBIA BBIOOp CHIIBHO KOPpEIHPYET HE TONBKO C IIIyOOKO yKOpe-
HEHHBIMH B KyJbType MPEACTaBICHUSAMH 00 3THKE, HO U C COBPEMEH-
HBIM COCTOSIHUEM T'Pa)KAAHCKUX WHCTUTYTOB. HeoOX0oAMMO OTMETHTS,
YTO B JaHHOM HCCIICIOBaHUU OBUIT TOCTOBEPHO MOATBEP)KICH U3BECT-
HBIA (DaKT: BOBJICUEHHOCTh B CHTYallUIO 3aMETHO BIIMSET HA MOpaJlb-
HBIHA BBIOOpP. BONBIIMHCTBO PECOHACHTOB 3aABUIIH, YTO 0€30MaCHOCTD
MEMEeX0/10B I0JKHA OBITh MPUOPUTETOM AaXKe LEHON KHU3HU MaCCaXKH-
POB, HO TIPH 3TOM NPU3HABAIUCH, YTO CaMH MPEANowWIn Obl HE MPHOO-
peraTb aBTOMOOWIIb ¢ TAKMMU pruopuTeTamu. [lodydeHHbIN pe3ynbpTaT
MPEKPAacHO OMUCHIBACTCS HECTApEIOIe MOTOBOPKOM «CBOsI pyOarika
OMIKe K TeIy».

KakoB xe BpiBOA? B0O3MOXHBIM pelIeHHEM SIBISAETCSl pacmpo-
CTpaHeHHe Ha cepy MPEKOHUETIIUOHHOTO CKPUHUHTA MPAKTUKH dTHYE-
CKHX KOMHUTETOB, 33/1a4€il KOTOPBIX SIBISETCS PACCMOTPEHHE CIOPHBIX
MOPaJIbHO-3THUECKUX CHUTYAIMi, HE NMEIOIINX YETKOW 3aKOHOAATENb-
HOW TpakTOBKH. [IpuMepoM MOTyT CIyXUTb OONBHUYHBIE 3THUYECKUE
komutersl B CIIIA, B Kpyr 3a7a4 KOTOPBIX BXOJWUT pa3pelieHHE pa3-
JUYHBIX BO3HUKAIOMINX B MPOIECCE OKAa3aHMsS MEAUIIMHCKOW MMOMOILIU

142



CIOPHBIX CUTyallld, 4eM OHM M OTIMYAIOTCA OT HCCIEN0BATEIBCKUX
9THUYECKUX KOMHUTETOB B Poccuu, orpaHMUYMBArOIIMXCS TOJBKO KOH-
TPOJIEM 32 MEAHWKO-OMONOTMYECKUMH HCCIEJOBAHUSIMH C Y4acTHEM
yenoBeka [54]. Co3gaHue JTOKaTbHBIX ATUYECKUX KOMHTETOB B Poccuu
HAYalI0Ch CPAaBHUTEIBHO HENABHO, BHATHOW KOHIENMIWHU (popMHUpOBa-
HUS UX paOOTHI [TOKa HE MPeIoKeHo. B mogasisionieM OOJIbIIMHCTBE
CJIy4aeB POCCUICKOM MPAKTUKU JIOKAJIBHBIE STHUECKNE KOMHUTETHI SIB-
JIAIOTCSL UCCIIE0BATENbCKUMHY, OCTaBIIASA BHE MOJIS 3pEHUS PYTHHHYIO
Je4eOHy0 nearenbHocTh [55]. BrpoueM, B poccuiickoM 3apaBooxpa-
HEHUU MOXKeT ObITh OoJjiee MPAKTUYHBIM HAJEICHUE COOTBETCTBYIO-
IIMMHU TTOJTHOMOYHUSIMH BpauyeOHBIX KOMHCCHUH WIIM KOHCHJIMYMOB, CY-
IIECTBOBAHUE M TIOJHOMOYHS KOTOPBIX Ha JAaHHBIH MOMEHT, XOTS
3aKperIeHbl 3aKoHoAaTenbHO cT. 48 denepanpHOro 3akona «O06 OCHO-
BaX OXpaHbI 370pOBbs TpaxaaH B Poccuiickoit denepamum» [56], HO
O4YEepYEHBI BEChbMa PaCIIBIBYATO.

3ak10ueHne

Hcropudeckuil OMBIT CBHICTENBCTBYET, 4YTO TI'€HETHYECCKHU
CKPHUHHHT — 3((QEKTHBHOE CPEICTBO MPOPHIAKTUKU IIHPOKOTO CIICK-
Tpa HacJCACTBEHHBIX 3aboneBaHuil. OIHAKO LIMPOKOE BHEIPCHUE
CKPHHMHTOBBIX MpPOTpaMM Ha OCHOBE COBPEMEHHBIX T'€HETHYECKUX
TEXHOJIOTHH TOPMO3UTCS OTCYTCTBHEM OOIIEH KOHLIENIIMU MX TpHUMe-
HEHUS, KOTOopasi, B CBOIO Ouepe/ib, He MOXKET ObITh pUHsTA Oe3 pere-
HUSI LIEJIOTO Psijia OCTPBIX MOPAILHO-ITHYECKUX BompocoB. Kakue 3a-
OoseBaHMs JOJDKHBI CTaTh €TI0 CKPHHUHIOBBIX mporpamm? Kakme
peLIeHHsI MOTYT U JTOJDKHBI IPUHUMATBCS 10 pe3ysibTaTaM CKPUHHHTA
(Brutote 10 mpepwiBaHMs OepemeHHOCTH)? Ha KOM JOMDKHA JIeKaTh
OTBETCTBEHHOCTH 3a TH PEIICHHS, U KTO MOXKET WX NMPHHUMATH? Bo3-
MOXKEH JIM CKpUHHHT 0e3 coriacus uHauBuayyma? Komy Moxer ObITh
MPENOCTaBIICH JOCTYI K TeHETHYeCKoi HH(popMauun?

BaxxHO OTMETUTH, 4YTO TNPEKOHLECNIUOHHBIAH T'eHETHYCCKHI
CKPUHHUHT SIBJISCTCS JIMIIb YacThl0 OOJiee IUPOKOTO0 KOMIUIEKCa Mep.
OOcyxIaeMblii ceiiyac TepexoJ K HEOHATaJbHOMY T'C€HETHYECKOMY
CKpHHHUHTY («reHeTryeckas nacrnoprusauus» [57]) craBur emie 60iib-
e BorpocoB. Tak, Moka HET MOHMMaHHA, KaK CJIEAyeT MOCTYNAaTh C
JTaHHBIMH O HOCHTEIBCTBE HOBOPOXKICHHBIM MYTAIlMid, KOTOPbIC HMe-
10T HU3KYIO MICHETPAHTHOCTh, WM KOTOPBIC SIBIISIFOTCS MapKepamu He-
M3JICYUMBIX U HEKypaOelbHBIX Ha CErOAHSIIHHMN NeHb OonesHel. Ha
3aKOHOJIATENTLHOM YPOBHE TH BOIPOCHI HE OCBEILICHBI, KPOME TOT'O, B
JTaHHOHM CUTyallil BOSHUKAET JOMOJHUTENbHAS KOJUIM3US — BEIb TH
CBEIICHUS JIOJDKHBI OBITh NPEIOCTABJICHBI POAUTENSIM WIH APYTHM
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3aKOHHBIM NPEACTABUTENIAM HOBOPOXKJIEHHOIO, YTO CO3/1a€T JOTOIHU-
TENBHYIO0 THYECKYIO IPOOIIEMY.

OTH BONPOCH JOJKHBI PEIIaThCS B KOMITJIEKCE, C y4ETOM MHO-
KECTBA BIUAIOMNX (PAKTOPOB M MHOYKECTBA BO3MOKHBIX ITOCIECTBUH.
HomxHa OBITH pa3paboTaHa cucTeMa MPHHATHUS PELICHUH Ui pa3inny-
HBIX CIIy4aeB, ONHPAIOIIAACAd Ha MOPAJIBbHO-ITHMUECKUE MPUHLIMIBI U
3aKpeIuIeHHas 3aKoHoJaTenbHO. llpuBnexaTenpHas CBOEH BHEMIHEH
MIPOCTOTON MOJMUTHKA TOTAJIILHOTO 3alpeTa HEKOHCTPYKTHUBHA, TaK Kak,
C OJHOH CTOPOHBI, K U3MEHEHUIO TeHO(OHA YeTOBEUECKON MOIyJs-
MU MOKET MPUBOIUTH UCIONB30BaHUE TEXHOIOTUH, TAIEKUX OT MEAH-
LUHBI UM TEHETHKH, a C IPYrod — 3ampeT HeM30eKHO MPHUBEAET K KpH-
MUHAIN3AIUU 00JIaCTH TOYHO TaK K€, KaK 3TO MPOHCXOIUT, HapuMep,
c abopramu. Heobxonmumo mymaTh 0 pa3pabOTKe BBICOKOTEXHOJIOTHY-
HBIX, 9QQEKTUBHBIX U TYMaHHBIX METOJIOB KOPPEKLIUH HEOJIarompusT-
HBIX ABOJIIOIMOHHBIX TeHAEHIMH. [Ipyn 3TOM BajkHO 3aJelicTBOBAaTH HE
TOJIBKO MEIUKO-TEHETHUECKHE, HO U COLMAJIbHbBIE TEXHOJIOTUH, TaK Kak
npobieMa HaCJIeNCTBEHHBIX 3a00JIEBaHUH CTOUT Mepesa OOLIeCTBOM B
nenoM. Kak mokaspiBaeT MpaKTHKa, HE CTOMT cOpachIBaTh CO CUETOB H
MaTepHAJIMCTCKUE MOAXO0bl, 0COOEHHO B COYETaHHU C MPOCBETUTENb-
CKOW M aruTalioHHOH paboToH.

Otka3 OT pelIeHHs 3TUYECKUX BOIPOCOB HE MOXET OCTAHOBUTH
COBEpILICHCTBOBAHUE M PACIPOCTPAHEHHE TEXHOMOIMUYECKUX OCTHXKE-
Huid. Ho yeM monblie pemieHre STHYECKHX BOMPOCOB OYIET OTKIAIbI-
BaTbCs, TEM OCTpee OHH OYAyT CTAHOBUTHCS, MIMEHHO BCIIEACTBUE COBEP-
LIEHCTBOBAHUS M PACMPOCTPAHEHUS TEXHOMOTMYECKUX JIOCTHUKEHUM.
K renernueckoMy TeCTHPOBAHUIO 3TO OTHOCHTCS B MOJTHOM Mepe, Kak U K
JPYTUM F€HETUYECKUM TEXHOIOTUAM, HallpuMep PEAaKTHPOBAHHUIO TEHOB.
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E.E. bapanosa, E.E. E¢pemona, A.C. I'10108B,
FO.A. HacbixoBa, B.b. Uepnbix, B.JI. M:xkeBckast

NMPEKOHIENIIMOHHBIA TEHETUYECKHUI
CKPUHUHI : STUYECKHUE MPOBJEMbBI U
COLIMAJILHBIE CJENCTBUS®

Annomayus. TIpeKOHIICTIIIMOHHBIN TeHETUYECKHUI CKPUHUHT TIPE/ICTABISIET COOOH
KOMIUIEKC MEpPONpUSTHI, HAIpaBICHHBIX Ha IpeJOCTaBJICHHEe HH(pOpMamuu obcie-
JlyeMOMY O HAJIMYMU y HErO TeHETHYECKUX BAPUAHTOB, KOTOPBIC IIPUBOAAT K IOTCHIU-
aIbHOMY PHCKY BOHHKHOBEHHS y €TO IOTOMKOB HACJIEACTBEHHOro 3a0oneBanus. [1pu
BBISIBJICHIH HOCHTEJILCTBA NTATOTCHHBIX TeHETHYECKUX BApHAHTOB 00CIEAYEeMBbIE MOTYT
MOIYIUTh MHPOPMAIUIO O TEHETHYECKOM pPHCKe I OymyIiero mOTOMCTBAa M pac-
CMOTPETh BO3MOXHBIC BAapHaHTHl PEHNPOAYKTUBHOrO noseaeHms. OIHAKO BHEAPECHHUE
IIPEKOHLICIIIMOHHOIO CKPUHHMHIA B KJIMHUYECKYIO NPAKTUKY IIOAHUMACT PAJ pa3iud-
HBIX, B TOM YHCJIE 3THYECKHX IPOOIeM, KOTOpPBIE OKa3bIBAIOT CYIIECTBEHHOE BIIMSIHUEC
Ha TIEPBUYHYIO NPOQUIAKTUKY HACIEACTBEHHBIX 3a007€BaHMM, B YaCTHOCTH YacTBIX
MOHOTCHHBIX 3a0oneBaHuil. B maHHONH 0030pHON CTaThe OCBEINACTCS COBPEMEHHBIH
OITBIT IIPEKOHIETIIIOHHOTO T€HETHIECKOr0 CKPIHHUHTA, a TAKXKe ITHIECKHE MPOOIEMBI
U COLMANIbHBIEC CIICACTBUS IPUMECHEHUSI CKPUHUHIA B IPAKTUYECKOM 31PABOOXPaHECHUU.

Kniouesvie cnosa: TeHETHIECKOE TECTUPOBAHME, TIPEKOHIICTIIIMOHHBIN (TeHETH-
YECKHi) CKPHHUHT, STHYECKUE TPOOIIEMbI, MOHOTCHHBIE 3a00IeBaHHSL.

B HacTosimee Bpemst Bce yaiie oOCyKaaeTcsi BO3MOKHOCTD HC-
MOJIb30BaHUA B KIMHUYECKON MPAaKTHKE MPEKOHLENIIMOHHOTO IeHETH-
yeckoro ckpunutra (I1I'C) wimm pacmmpeHHOro CKpHHUHTA T'eTepOo3u-
rotHoro HocurtenscTBa (PCH), B TOM umcie B KauecTBe MPOrpaMMbl
obmectBeHHoro 3apaBooxpaHenus. [1I'C HampaBieH Ha BBISBICHHE

! Ucenenosanme BhImonHeHo 3a cuer rpanTa Poccuiickoro Haydnoro ¢onma
(mpoekt Ne 19-18-00422).
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map C TOBBIIICHHBIM PHCKOM pPOXIEHHS peOeHKa C ayTOCOMHO-
peLleCCUBHBIM MJIM X-CLEIUICHHBIM 3a00JeBaHneM 10 OepeMEeHHOCTH,
TEeM caMbIM OOecreyrBasi BO3MOXXHOCTb aBTOHOMHOI'O PENpOayKTHB-
Horo BeiOopa. [lo ornenkam, npumepro 1 u3 100/125 map umeer puck
pOXICHHsST peOeHKa C Cephe3HBIM PEIIECCHMBHBIM 3aboneBanueM [1].
C pa3BUTHEM T'€HOMHBIX TEXHOJIOTHI, B YACTHOCTH C TOSIBIICHUEM TEX-
Honornii cekBenupoBanus J{HK HoBoro mokxonenus, a Takxe CBA3aH-
HOTO C 3THUM CHIKEHUS CTOUMOCTH MOJIEKYJSPHO-TEHETHYECKOTO
TECTHPOBAaHHUS, TEHETHUECKOE 00CIeI0BaHNE CTal0 0oJiee TOCTYIHO B
KIMHUYECKOH MpakThKe. ['€eHOMHBIE TECThl BCE LIMPE HCHONB3YIOTCS
Kak JiIs 00CIIeIOBaHuUs JIML, Y KOTOPBIX IPEIOaraloT HacaeACTBEH-
Hoe 3a0oJieBaHMe, TaK M B3POCIBIX JIIOAEH 0e3 CMMITOMOB 3aboieBa-
HUl. OCcO0EHHO 3TOMY CIOCOOCTBYIOT KOMMEpUEcKHe jabopaTopuu,
LIMPOKO PEKIaMUPYIOIINE T'eHETUUYECKUE TECThl I MCIOIb30BAHUS
HAINpSIMYI0 MOTPEOUTENEM M BKIIOYAIONINE aHAIN3 HOCHTEIbCTBA T1a-
TOTCHHBIX TCHETUYCCKUX BapPHAHTOB.

He Moxer ObITh HUKaKMX COMHEHHI B TOM, YTO MpPEIOTBpAIllle-
HUEe OOJIE3HW MPEANOUYTHTENbHEE, YeM JieueHHe 3a0oJieBaHMs TOCIe
ero MaHu(ecTaluy WIK Ha MO3JHAX CTaausX. Pa3Butue nepcoHanmsu-
POBaHHOM MEAMLMHBI TpeOyeT 3HaHUH M O TeHETHYEcKOH mpenpacro-
JIOKEHHOCTH K Pa3BUTHIO 3a0oneBaHUi y denoBeka. OmHAaKO He Bce
npoduITakTHYECKUEe MEphl, OCHOBAaHHBIC HA TAKOM 3HAHUH, OJHHAKOBO
s¢pdextuBHbl. CymecTByomue 3apyOeKHble peKOMEHJAUd B OTHO-
IICHUH TECTUPOBAHMS 370POBBIX JIMIl IPEAIONIAraloT OCTOPOIKHBIN
MOJXOJ, NMPAKTUYECKU BCErJa OCHOBBIBASICh HAa HAIMYUH y YENOBEKA
ONpENENICHHBIX MPEIICCTBOBABIINX TECTUPOBAHUIO (DAKTOPOB pHCKA.
B3pocneiM 310pOoBBIM TI0M 0€3 MpeAnecTBYIOMMX (HakTOpoB pHC-
Ka, TUIAHUPYIOUIUM TIOTOMCTBO, KaK MPaBHJIO, PEKOMEHIYETCS TECTH-
pOBaHUE HAa HOCHTEIBCTBO aYTOCOMHO-PELIECCHUBHBIX U X-CILEMICHHBIX
3abonepanmii — [1I'C (PCH).

BeisiBiieHHBIE B pe3ysibTaTe CKPUHUHTA HOCHTEIHM IMATOTCHHBIX
BapUAHTOB JIOJDKHBI MOJYYUTh MEIUKO-TCHETUYCCKYIO0 KOHCYIbTAIUIO
JUIS1 OLICHKW PUCKA HACIJIICTBEHHOW MaTOJIOTWH Y IOTOMCTBA, 00CyKIe-
HUS MH(POPMALMK O BO3MOXKHBIX BapHaHTaX PEIMpPOIyKTUBHOTO IOBE-
JCHHS, YTO MO3BOJIUT OyIYIIUM POIMTENSIM BBHIOpaTh Haubolee Mmpu-
emiieMblit 1uist ce0st Bapuant. B 2013 r. ACMG (American College of
Medical Genetics and Genomics) ormpemenuit CBsI3b MEKAY IPEKOHIICH-
IIMOHHBIM CKPUHHHTOM U BBIOOPOM DEIPOIYKTHBHOTO MOBeneHUs [2].
[Tpu BBISBICHUM HOCHTEIBCTBA HACJIEICTBEHHOTO 3a00JICBAHUS U BBI-
COKOM PHUCKE pOXAeHHS peOCHKa C TeHETHYECKON MAaTONOTHEeH CyIpy-
TH MOTYT NPHHATH OJJHO U3 CICAYIONINX PCIICHHIA:
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e OKcTpakopropaibHoe omnogotBoperue (OKO) ¢ mpenm-
IUTAaHTAMOHHBIM TEHETUYECKUM TECTHPOBAaHHMEM Ha MOHOTCHHBIE 3a-
oonesanus (I1I'T-M);

e OEpeMEeHHOCTh C MHBAa3MBHOW MpEHATAJbHON IHArHOCTHKOMN
IUIsl TIOATOTOBKU K TIOSIBIICHHIO HA CBET peOCHKA C HACIECACTBEHHBIM
3a00neBaHueM, BKIIIOYAs CIICIUAIbHBIA YXO MOCIE POXKICHUS,

e (OepeMEeHHOCTh C MHBAa3MBHOW MpEHATAJbHON JHArHOCTHKON
W ee MpephIBaHUE MPU BBISIBJICHUW HACJIEACTBEHHOTO 3a00J€BaHUS Y
I0/a,

®  HCHOJNB30BaHHE JOHOPCKOTO PEMPOAYKTHBHOTO MaTepHaa,

® YCHIHOBIJIEHHE PEOCHKA;

® pelIeHHE OTKa3aThCs OT ACTOPOXKICHUS.

UccnenoBanusi mokaszaid, YTO OJHOBPEMEHHBI CKPHHHHI Ha
HOCHUTEIBCTBO MHOTHX 3a00JI€BaHUN METOOM CEKBEHHPOBAHUSI HOBO-
T'O TIOKOJICHUS BJIMSET HA PENPOAYKTUBHBIE peuieHus cynpyros. Cympy-
KECKHMH MapaMH dallle NMPUHUMAIUCH ONpelelIcHHBIE PEerpOAyKTHB-
HBIC PEIICHHS, €CJIM OHU MOJIYYall Pe3yNbTaThl 00CIEIOBaHMUS eIIe 10
HacTymieHus: 6epemenHoctu (62-77%) [3]. CambiM yacThIM penpo-
IOYKTHBHBIM BBIOOPOM HOCHTENEH MAaTOreHHBIX ICHETHUECKHX BapHaH-
TOB sABJsUIOCH ydacTue B mporpamme DKO ¢ TII'T-M (59%), pexe
NPUHUMAINCh pPEUIeHUs B TOJNb3Y MPEHATANbHOW MOJEKYJISpPHO-
TEHETUYECKOH JIMarHOCTHKH BO BpeMmsi OepemenHoctd (20%) u wc-
MOJIB30BaHUs ToHOpcKoro ouomarepuana (7,7%) [3]. [Ipunsarue Takux
peLIeHHH o CBOEH CYTH CBSI3aHO C TSDKECTBIO 3a00J1eBaHMS, IO IOBOLY
KOTOpPOT'O MTPOBOANTCS] CKPHHHUHT .

Oco0yr0 aKTyanbHOCTh TeMa KIMHWYecKoro npumenenus [11°C
NpUOOpETaeT B CBSA3U C PSAJOM HEPEUICHHBIX dTHYECKUX Hpoodiem [4].
Ha ceropnsmnunii aeHp npodecCHOHANBHBIMH OOIIECTBAMU Pa3HBIX
CTpaH pa3padoTaHbl Pa3IUYHbIC PEKOMEHAAINH 110 TEHETHYECKOMY CKPH-
HUHTY HOCUTEIBCTBA, HO BCE OHU COZIEPIKAT TOJBKO OOIINE KPUTEPHH.

Hens nanHoro 0030pa — MpoOaHAIM3UPOBATH M 00OOLIUTH pOC-
CUIMCKUH 1 3apyOCKHBIN OIMBIT U 3THYeckue npodnemsl T11C.

OnbIT CKPMHHMHTA HA HOCUTEJIbCTBO NMATOT€HHBIX
IF¢HCTUYECCKUX BAPUAHTOB B Pa3/IM4YHBIX CTPpaHax

CKpUHUHT Ha HOCHUTEIbCTBO HACIEACTBEHHBIX ayTOCOMHO-
PEIeCCUBHBIX 3a00JIeBaHmii Havasics okoiio 50 JeT Ha3am U 10 Helas-
HEro BpEMEHH B OCHOBHOM IIpeJiarajcs TpyIaM pUCKa Ha OCHOBa-
HUU POFOCIOBHOW MJIM STHUYECKOTO TIPOUCXOXKACHUS [5].

B 1970-x ropax, emie 10 KJIOHHUPOBAHHS TEPBOTO T'€HA, CTAIO
BO3MOXXHBIM TTPOBOJIUTH CKPUHUHT Ha CTATYC HOCUTENS TeMOTI00HUHO-
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naTHH, TaKUX Kak Oera-TajacceMus M CEeprOBHIHOKIETOYHAS] aHEMUS,
n 6one3nn Tes — Cakca [6,7]. [losiBIeHME TEXHOIOTHI ONpeICTCHHS
MyTallHii B FeHaX, SABJSIFOIIUXCS IPUYNHON TeHETHYECKUX HapYILIEHUH,
CZIENIAI0 BO3MOYKHBIM CKPUHHHT HOCUTEIBCTBA ATOTCHHBIX BAPHAHTOB
C WCTIOJI30BAHUEM MOJIEKYJISAPHO-TEHETHUYECKNX TecToB. [lepBrIM 3a-
OoneBaHMeM, Ui KOTOPOTO CTajl IOCTYMEH UIMPOKOMACIITAOHBIN
CKPUHMHT HOCUTEJIECH STUMHU METOJIaMH, ObLT MyKoBUCIINIO03 [8].

Nmeercst Hemano mpuMepoB CKPUHWHTA HOCUTENEH B TpyImax
pHCKa B pa3HBIX CcTpaHaxX. Tak, MIMPOKO M3BECTEH YCHEUIHBIA OMBIT
Wzpamns [9], omHako Takue mporpaMMbl MPOBOIMIMCH U B JIPYTHX
crpanax. B Cunnee u MenbOypue (ABctpanus) ¢ 1995 r. Obu1 HavyaT
JI0OpOBONBHBI CKPUHUHT Ha HOCHUTEILCTBO MATOr€HHBIX BapHaHTOB,
npuBosamx K 6onmesnn Test — Cakca y eBpeeB. OOciienoBaInch yde-
HUKU CPEIHHUX KiaccoB crapuieii mkomnsl. [IporpamMma mo3Bomiuna co-
KpaTUTh YaCTOTY POXKICHHS ACTeH C STUM TsDKEIBIM HACIEACTBEHHBIM
3aboneBanneM Ha 50% [10], Ho ObLTa mpekpamieHa HM3-3a TOTO, YTO
HBIHEIIHUE CTApIIEKIACCHUKH MMEIOT AOCTYN K 0ojiee «COBEPILEHHO-
My» CKpHHHHTY B Ooliee TO3JHEM BO3PacTe BO BpeMs TUIAHUPOBAHUS
cembr. B KBeOeke (Kanama) B 1979-1992 rr. nmpoBoauiu mporpammy
I0OpPOBOIFHOTO CKPHHHMHIA TPYII BBICOKOTO PHCKa Ha Oone3Hb Tes —
Cakca, 9TO TIO3BOJIMIIO COKPATUTh YacTOTY AaHHOTO HACJIEICTBEHHOTO
3aboneBanus Ha 90% [11].

B Anrnuu B 1985 1. Hayata 1006poBoJbHASI BCeoOIIas mporpam-
Ma aHTEHATAJILHOTO CKpMHHUHTAa Ha OeTa-TalacCeMHIO, YTO TO3BOIUIIO
COKpATHUTh YaCTOTy POXKJICHUS JeTel ¢ JaHHBIM 3a0oieBanreM Ha 80%
[12]. B Urtanuu va Capauauu € 1975 1. mpoBOAMIICS CKPUHHMHT Ha HO-
CHUTEIILCTBO OeTa-TalacceMHUH J0 BCTYIUICHUS B Opak U B aHTEHATallb-
HOM mepuozne. JlaHHasi mporpamMma IMO3BOJIHIIa COKPAaTHTh YacTOTy Po-
XKIeHUs OOJBHBIX AETeH ¢ HacleICTBEHHBIM 3a0oneBaHueM Ha 95%
[13]. Ananoru4nbie IporpaMMBbl YCICITHO pean3oBaHbl Ha Kunpe u B
apyrux peruonax [14]. MHTepec mpencTaBisiOT pe3yibTaThl 00si3a-
TENBFHOrO MPEKOHIENIIMOHHOI0 CKpUHUHTa cynpyroB B [lamectune u
CaynoBckoit ApaBuu 10 BCTYIUICHUS B Opak Ha MpeAMET HOCHTEIbCTBA
Oera-tanaccemun. [Ipu sTom B IlanectuHe mMpoBOAMIIOCH TOTECTOBOE
TeHETHYECKOe KOHCYJIbTHPOBAaHUE OOCIEAyeMBIX, B TO BpeMs Kak B
CaynoBckoil ApaBUu OHO HE MPOBOAMIIOCH. JlaHHAs mporpamma cro-
coOcTBOBajla CHM)KEHHMIO 4acToThl Oera-Tanmaccemun B [lamectuHe Ha
75-80% [15], onnako B CaynoBckoil ApaBHM MporpamMMa CKpHHHMHTA
HOCHTEITLCTBA TPHBEIa K MUHUMAJIbHBIM H3MEHEeHHsM [16].

[TomMmumMO MHPOPMUPOBAHHOTO MPUHSATHS PENPOIYKTUBHBIX pe-
LIEHUI, MHOTHE U3 ATHX NPOrpaMM OBUIM CO3JaHbI IS PEAOTBpalLe-
HUS CTpajlaHUid JeTell U ceMell B cooOLiecTBaX C BBICOKOW 4acTOTOM
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HACIICACTBCHHBIX OOJIC3HEH W/MiaM TPEeNOTBpalICHUs HEHAIISKAIIETo
MEIMIMHCKOTO OOCITYy)KMBaHUS OONBHBIX M3-3a HEJIOCTAaTOYHBIX OFOJI-
’KETOB 3/IpaBooxpaHeHus [17].

PacimiupeHHblii CKPUHUHT HOCHTEIbCTBA

3a mpouieanre rosl TEXHOIOTHS MOJIEKYJISIPHO-TeHETHYECKOT 0
TECTUPOBAHMS KapJUHAIBHO W3MeHWIach. CHIDKEHHE 3aTpaT Ha CEKBe-
HUpPOBaHHWE TaHeNel TeHOB MO3BONMJIO NpeAjaraTh MaHeTd «pacIid-
PEHHOI'0 CKpPUHUHTA Ha HOCHUTEIBCTBO», KOTOPBIE MOTYT BKJIIOYaTh
COTHHU T€HOB. TEepMHUH «pacUIMPEHHBIH CKPUHUHT Ha HOCHTEIHCTBO» B
nocieHee BpeMs cran BoiTecHATs TepmuH [11'C, mpuuem onpenenenue
«paCUIMPEHHBII» OTHOCUTCS K 00bEMY CKPUHHUHIOBOTO TECTa, KOTO-
PBI TTO3BOMAET OIHOBPEMEHHO TECTHPOBATh HECKOIBKO PELlEeCCHBHBIX
coctosiHuid. [Ipumepro ¢ 2011 r. paciimpeHHBI CKPHHUHT HOCUTENEH
(PCH) cran npuMeHSTBCS B PAKTUKE KaK HAICKHBIN, OBICTPBII U OT-
HOCUTEIBHO JOCTYNHBIH METOA OO0CIeNOBaHUSA, KOTOPHIH MOXKHO
MPEATIOKUTh BCEM MapaM, XKeJIaloluM poauTh pedeHka, 0e3 mpenBa-
PHUTENBHBIX TIOKa3aHUM IS TAKOTO TECTHPOBAaHWS M HE3aBUCHUMO OT
aIPUOPHOTO PUCKA POIUTH OONBHOTO PeOeHKA.

JleficTByIOIIME MPOTPaMMbl CKPMHHHIA HOCHTENbCTBA BapbH-
PYIOTCSI B pa3HbIX cTpaHax. KonndecTBo 3a001€BaHUH, BKIIIOYEHHBIX B
nocrynubie nanenu PCH, Bapeupyercs ot 40 no 6osee wem 1000 [18].
[Manenu, kak mpaBWIIO, BKIIOYAIOT OTHOCUTENBHO OoJiee YacThie U TH-
XeJble 3a001eBaHus, 1eOIOTHPYIOLIKE B JETCTBE, IPUBOISIIME K 3HA-
YUTEIBHBIM (DU3NYECKUM W/WIIM YMCTBEHHBIM HAapYIICHUSM, H/WIN
CHJIBHOW OONHM, WM/MIM YacThIM TOCHHTAIU3ALUSAM, JUIS KOTOPBIX HE
CYLIECTBYET BBICOKOI()(EKTUBHOTO MOIM(HUIMPYIOLIETO TCUCHUE 3a-
OosyeBaHMs JIeUCHHS W/WIM BO3MOXKHA MPEKICBPEMEHHAs KOHYHMHA
(manpumep, mykomonucaxapuno3 tumna |1, cuaapom 3emBerepa u 60-
ne3nb Tes — Cakca). B Hekoropbix crpanax, Hanpumep B CLLA, PCH
PETYJSIPHO TMpeuIaraeTcsi B MEAUIMHCKUX YUPSKICHUSIX TOCPEICTBOM
KOMMEPUECKHX MPeIOKEHHI 1o TecTupoBanuio [19]. OmyOmuKkoBaHbI
pe3ynbTaThl NMUIOTHBIX MpoekToB PCH, mpoBeneHHBIX B HECKONBKHX
crpanax, Bkiroyas Hunepnanasr [20] u ABctpanmuio («muccust Mak-
KeH3m») [21].

Pe3ynbpTaToM OUCKycCH 9KCIIEPTOB CTAIN MPO(ecCHOHAIbHBIC
pexomennanuu no I1I'C. Tak, ACMG pexoMeHITyeT 3THUYECKH U TO-
MYJSIUOHHO HEWTPaJbHBIN MOAXON K CKPUHUHTY Ha HOCHUTEIBCTBO
MYKOBHCLIU/I03a U CIIMHAIBHOM MbIeyHOi atpodun [3]. AMepukaHckas
Koyuterus akymiepoB u runexonoroB (American College of Obstetricians
and Gynecologists — ACOG) taxke onodpuiia yHHBEpCaTbHbI CKPUHUHT
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Ha HOCHUTENBCTBO ITUX ABYX 3a00JIeBaHUN M NPEIJIOKUIIA ellle OAUH KpH-
Tepuil ISl BKITIOYEHHS 3a00NIeBaHHS B NPOrpaMMy CKPHHWHIA HOCHTE-
Jieit: yacToTy HocuTebeTBa >1/100 B «oO1iieH momyssiiiumn» [22].

B mnacrosmee Bpems ACMG mpemiaraer MHOTOYypOBHEBBIH
MOJXOJ K CKPHHUHTY Ha HOCHTEIBCTBO [3]:

® CKPUHHHT 1-TO YpOBHS — 3THHYECKU U MOMYJSLHOHHO HEH-
TPaJbHBIN [T BBIABICHUS HOCUTENEH MYKOBUCIMI03a U CIUHAIBHON
MBILIEYHOH aTpoduu. JJONOIHUTENTFHO OH MOXKET BKIIIOYATh MCCIIEHO-
BaHME KOHKPETHOT'O I'€Ha MOCJIE OLEHKH PHUCKA C YUYE€TOM JMYHOTO Me-
JUIMHCKOTO U CEMEHHOr0 aHaMHe3a, a TakXke, MPH HEeOOXOJUMOCTH,
nabopaTtopHoi MHPOPMAIMK U PE3YJIbTATOB BU3YyalIH3aLUH MJI0Aa,

® CKPHMHHUHT 2-TO YPOBHS BKJIIOYaeT 3a00J€BaHMS C THKEIBIMU
WA YMEPEHHO TSDKENbIMU (PEHOTHITMUECKUMH MPOSIBICHUSIMU U 4acTo-
Toit HocuTenbcTBa He MeHee 1/100. Ilpu 3ToM 00s3aTeNbHO BKIFOYA-
10TCsl 3a001eBaHus ypoBHS 1,

® CKPUHHHT 3-TO YPOBHS BKJIIOYAeT 3a00NEBAaHUS C 4aCTOTOM
HocutenbeTBa >1/200. B GompmmaeTBe ciyyaeB ACMG mpemnaraer
OTpaHUYUTHCS 3-M YPOBHEM CKPHHHHIA;

® CKPHUHHHT 4-TO YpOBHS HE HMEET HIDKHETO Mpefesia YaCTOThI
HOCHUTENBbCTBA, HO €ro KIMHHYECKass 0OOCHOBaHHOCTb MeHee yOemu-
TelbHA M3-3a BIMSIHUS Ha TOYHOCTH MPOTHOCTHYECKOH HHGOpManuu
JUISL PEAKUX TeHHBIX OoJe3Hel IIeHOTPONUH, TeHEeTUYECKOH rerepo-
TEHHOCTH, HEBEPHOW MHTEPIPETALMM BapHAaHTOB M HEIOIHOW KOoppe-
JISIAX TEHOTHIA C JEHOTHIIOM.

B o6meii cioxxnoctu ACMG pexoMeHyeT Ui CKpHHHHTA Ha
HOCHUTEIBCTBO Ha TPeThbeM YpoBHE 97 ayTOCOMHO-PELECCUBHBIX ['C€HOB
u 16 reHoB U1 CKPUHWHTA Ha HOCHUTENBCTBO X-CLEIUICHHBIX 3a0oiie-
BaHui. CIMCOK peryssipHO OOHOBIISIETCS C MPUBJICYCHUEM DKCIIEPTOB
IpOoQUIBHBIX OPraHU3aLHH.

B To xe Bpems skcmepTsl EBpomeiickoro obmiectBa reHETHKH
yenoBeka (ESHG) npennararor Bo3aepKUBaThCs OT MPEITIOKEHHS He-
000CHOBAaHHBIX T€HETUYECKUX YCIYT, TAKUX KaK MAKET «PacIIipeHHbIH
CKPUHHMHT HOCUTEIbCTBA + MPEUMIUIAaHTALIMOHHOE TeHETHYECKOE TECTH-
pOBaHKE», TPUHOCSIINX MalMeHTaM HEOOOCHOBAaHHBIE MaTEpHaIIbHBIE
3aTpaThl U BoHEeHHs [23].

B Poccuiickoiit ®enepanuu [1I'C siBisercs 1oOpOBOIBHBIM BU-
JIOM T'eHEeTH4ecKoro odcnemoBanus. Ha HaHHBIA MOMEHT TECTHPOBA-
HHUE TIPOBOANTCS TOJIBKO B paMKaxX Hay4HBIX HCCIENOBaHUI, KOopropa-
TUBHBIX TPOTPaMM, a TaKKe OTIENBHO MO KEJTaHWI0 MalleHTa Ha
KoMMepueckoit ocHoBe. B Poccun mpeanaraercst reneTudeckoe odciie-
JOBaHHE 0 HACTYIUIEHHS OEPEMEHHOCTH Ha IIEJBIi P MOHOT'CHHBIX
3a00EeBaHUM, CPEAM KOTOPBIX HaWOolee 4acTo BCTPEYAIOTCS: MYKO-
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BUCIHI03, HeWpoduOpomaro3 1-ro Tuma, HecHHIpOMalbHas HEWpo-
CEHCOpHAas TYroyXxocTb, MbllleyHast AucTpodus HromenHa, (eHuike-
TOHYpHS, aApEHOTeHUTAIBHBIA CHHAPOM, UMMYHOAC(HHUIIUTHL

Itnueckne npodaemsr PCH

U3-3a Bce Oonee yactoro npumeHenne PCH skcnepTs! 3aatotcst
BOMPOCAMH, CBSI3aHHBIMH C HCIIOJIB30BAHHUEM TECTUPOBAHUS B TPO-
rpamMmax OOIIECTBEHHOTO 3/paBooxpaHeHus. Komy Oyzaer mpeniokeHo
JaHHOE TeHeTnueckoe TectupoBanne? CTOHUT M 00CIeI0BaTh JOHOPOB
PETPOAYKTUBHOTO MaTepHalia Ha MpeaIMeT HOCHUTEIbCTBA MaTOr€HHBIX
BapHaHTOB, IPUBOSIINX K MOHOT€HHBIM 3a0oneBanusM? Kakue 3a60-
JIeBaHUs IOJDKHBI OBITH BKJIIOUEHBI B porpamMmy [1I'C? CxpuHUHT Ha
HOCHUTENBCTBO JOJKEH OBITH T0OPOBOJIBHBIM MK 00si3aTenbHBIM? By-
JIeT JIU TIOJI0KEHA B OCHOBY BbIOOpa 3a00JeBaHUHN IS CKpUHUHTA HO-
CHUTEIILCTBA MPUHAMISKHOCTh TECTUPYEeMOro K rpymnne pucka? Wm
CKPUHUHT J0JDKEH OBITH YHHBEPCATIHHBIM?

LleHTpanbHBIM 3THYECKHM BOIPOCOM ISl CKPUHWHTA HOCHTEINEH
SBIISIIOTCS €ro 1eNu. J[ByMsi OCHOBHBIMH LIEISIMUA TaKUX MPOTPaMM Mo-
ryT ObiTh (1) oOecneyeHne PEnpoOIYKTHBHOW aBTOHOMHH OTIEIBHBIX
JHI ¥ UX ceMed U (2) CHWKeHHe 3a00JIeBAEMOCTH OIPEIC/ICHHBIMU
TeHETHYECKUMU 3a00J1eBaHHUSIMH.

3HaYNTENFHBIM YHCIIOM SKCIIEPTOB MPHU3HAETCS, YTO Leb CHU-
KEHHUSI YacTOTHl TSKENBIX HACJIEICTBEHHBIX 3a00JNEBaHUI DTHUECKH
HeTpHeMJIeMa B CBSI3M C OMACEHUSIMHU T10 MOBOLY HESBHOTO MPUHYKIe-
HUS CYNIPYTOB K ONpPEIENEHHBIM PENPOAYKTUBHBIM PEIICHHUSIM H JeH-
CTBHSAM: Taphl MOTYT CUECTh y4yacTHE B INpeQyiaraeMbIX MpOrpamMmax
[II'C npaBuibHBIM U 00s3aTEIBHBIM, AaXKE €CIM CaMO TECTHPOBaHUE
no0poBosibHO [24]. Kpome Toro, Takyro meinb MOXXHO HHTEPIPETHPO-
BaTh KaK IOAPa3yMEBAIOIIYI0, YTO Mapbl, UMEIOMINE MO pe3yiabTaTaM
TECTUPOBaHMsI MOBBILICHHBIN PUCK POXKIEHUS OONIBbHOrO pedeHka, 00s-
3aHbI IPUHATH MEPBI, YTOObI M30eKaTh €ro pokaeHus. Takxke yTBep-
KJIAJ0Ch, UTO LeNIb CHIDKEHUS 3a00JIEBAEMOCTH OIpEIeICHHBIMH T'eHe-
TUYECKUMH OOJIE3HSIMHU OTPa)KaeT HEraTUBHOE OTHOILICHUE K [IEHHOCTH
KHU3HH JIIOJIeH, KOTOphIe B HACTOALIEE BPEeMs JKUBYT C TaKUM 3abolie-
BaHueM [25]. TloaToMy cumTaercsi, 4To STHYECKU OoJiee TMPHUEMIIEMO,
9TOOBI 3asiBIIeHHAs 1enb nporpammel [1I'C 3akmrouanack B mogIepxKe
PETPOAYKTHUBHON aBTOHOMHH Tap MOCPEACTBOM NMPENOCTABICHUS HH-
¢dbopmanuy, MO3BOJSIOMIEH CHIenaTb BBIOOP, COOTBETCTBYIOIIMH HX
HeHHocTsM [23].

Cpenu npyrux studeckux npobiem I1I'C obcyxnaroTcs kpure-
pun otOopa 3aboneBaHuii / TEHOB JUIA TMaHeNneld CKpHHMHTA (4acTora

154



HOCHUTENBCTBA, TSHKECTh 3a00IEBaHUs, KOPPEISALUN «TeHOTHI — (eHO-
THUIT», BO3MOXHOCTb JIOPOJOBOI AMArHOCTHKH, U T..I.), MH(GOpMHUpOBa-
HUS HaCeNIeHUs], HE0OXOANMOCTH BBICOKOKa4EeCTBEHHOTO T€HETUIECKOTO
KOHCYJIBTHPOBAaHUSI W oOecredeHus] AOOpPOBOJIBHOCTH, OTCYTCTBUS
MPUHYXKICHHS.

XOoTsl COBPEMEHHBIC TEXHOJIOTHH IMO3BOJISIOT MPOBOAUTH CKPH-
HUHT THICSIY MOHOTEHHBIX COCTOSHMM, HE BCE W3 HHMX MOAXOMST AJIsS
Brurrouenust B nanenu [1I'C. B 1968 1., 3a101r0 10 3pbl COBPEMEHHOTO
TeHETHYECKOT0 CKpHHHUHTa YWicoH u KOHrHep omyOnMKoBaiu KpHUTe-
pHH, KOTOPBIMH CJIEAYEeT PYKOBOJICTBOBAThHCS MPHU BBIOOpE 3a00neBa-
HUH U1 CKpUHHHTA. [[pMedaTenbHO, YTO KPUTEPHH, TIPEIIOKEHHBIE
ACMG u ACOG, BKIIOUAIOT 3JIEMEHTHI KpuTepueB Yuicona u FOHT-
Hepa, ynensiss oco0oe BHUMaHHE 4YacTOTE€ HOCHUTENEH B MOMYIALWH,
aCCOLMAIMIM «T€HOTHI — ()EHOTHIT», TSKECTH COCTOSHUS, BOZMOXKHO-
CTH TIPOBECTH NpEHaTaIbHOE IUATHOCTUYECKOE TECTHPOBAHUE U yCTa-
HOBHTH aHAIUTHYECKYIO TOCTOBEPHOCTH TECTa.

B KoHTEkcTe CKpUHHMHIA HOCUTENCH KPUTEPHH, YCTaHABIMBAIO-
LIME TOPOTr YacTOTHl HOCHTEIBCTBA, MPEIHA3HAYECHBI ISl BBISBICHUS
JIUL, KOTOpble ¢ HauOONbLIeH BEPOATHOCTBHIO SIBIISIOTCS HOCHTENSAMH,
W, KaK CIECTBUE, Map, Y KOTOPHIX ¢ HAaHOOJbIIEH BEpOSTHOCTHIO OY-
JeT TOBBIILIEH PUCK POXKICHUS OONBHOTO peOeHKa, HO HE BBISBICHUS
HocuTenel oueHb penkux cocrossHuit. ACOG mpemnaraer ycTaHOBUTh
3TOT nopor Ha ypoBHe 1 n3 100 B m000i mOMymsIuH, MOCKOIBKY 3Ta
WHTEpIpeTaus NoAaep >KUBaeT PaBEHCTBO IOCTYyINAa K CKPUHHUHTY HO-
cuternell cpeny Beex rpymm Hacenenus [22]. ACMG npeanaraer mopor
4acTOTHl HOCUTENEH, 1o KpaitHelt mepe, 1 u3 200 B m0060ii STHUYECKOI
rpynrne ¢ pa3yMHbIM npencraButenscTBoM B CLIA, o6ocHOBBIBas 3TOT
MOPOr YBEIMYECHHEM YHCIa MMap U3 TPYIIbI PUCKa, KOTOpbIe OYAYT BbI-
sBieHb! [3]. AHaiIM3 mokasal, 4yTo Mpu CHWKeHuH mopora ¢ 1 u3 100
no 1 u3 200 momomuutensHo 2400 map m3 CIHIA OymyT uMerh BO3-
MOXHOCTb TPHHUMAaTh OOOCHOBaHHBIE PENPOAYKTUBHBIC PELICHUS.
OpHako 9Ta OIEHKa MpeamonaraeT, 4to oda 4jieHa Bcex map, IJIaHU-
PYIOIIUX POXKIEHUE ACTEH, MPOXOISIT CKPUHUHT.

Opnnnm u3 MotrBOB Iporpamm I1I'C, no kpaliHel Mepe 4acTU4HO,
SBIISIETCS JKENIaHUE CMTYUTh OpeMs, KOTOPOe HECYT Maphl, HMEIOIHE
peOeHKa ¢ TSHKEIBIM MM CMEPTEIbHBIM IT'eHETHIECKUM 3a00JIEBaHHEM.
B aro0i1 cBsA31 BaxkHBIM KOMIIOHEHTOM nporpammsl I1I'C gBnsercs onpe-
JeJIeHNe TOro, Kakhe TeHbl TPeOYIOT BKIIOYEHHS B TECTHPOBAHHE.
OTtrueckue 1e0aThl O TOM, YTO CUUTATh TSDKENBIM MU CEPbE3HBIM 3a-
OoreBaHMEM, TIPOJIOJDKAIOTCS [26], M MOCKONBKY BOCHPHUSTUE TSIKECTH
U CEphe3HOCTH He SBisieTcs OOBEKTUBHBIM, JroOas mporpamma I1I'C
JOJDKHA TIIATENGHO B3BELIMBATh pa3iUuHbIC IPOSBICHHS 3a00eBaHN,
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a TaKKe ero MOCIICACTBUS IS YeIOBeKa U ero ceMbu. Kputepun co3a-
HUS TTAHENH, YYUTHIBAIOIIUE TSKECTh 3a00ICBaHUs, HAMPSIMYIO CBS3a-
HBI C KIIMHUYECKOU TOJIE3HOCTRIO pe3ynbraTa TecTupoBanus [27]. He-
CKOJIbKO HCCJICIOBAaHUI IMOKa3aiH, YTO Mapbl YaCTUYHO OCHOBBIBAIOT
CBOHU PEIICHHS O PENpPOAYKTUBHOM IMOBEACHUN Ha TSDKECTH 3a0osieBa-
uust [19]. {ns ordopa reno B nmanenu [1I'C Obia pazpaborana u npo-
BEpPCHA CHCTEMa KJIACCU(MKAIUU TSHKECTH CEPhE3HBIX MOHOTECHHBIX
COCTOSTHUH, B KOTOPOU HMCIONB3YETCS alTOPUTM, YUUTHIBAIOIIHHA (e-
HOTHITMYECKHE XAPAKTCPUCTUKHU 3a00JICBaHUS, TaKUE KaK CTEIcHb
COKpAIIEHUST TPOJOKUTEIBHOCTH JKU3HU, HAIMYME YMCTBEHHOH OT-
CTAJIOCTH W CTCNCHb HapylIeHUs (U3HMUECKOW moaBmikHOCTH [28].
C ucronp30BaHMEM STOH CHCTEMBI 3a00JIEBaHUS KIACCUDUITUPYIOTCS
M0 KaTErOPUSAM TSDKECTH. TIyOoKasi, TsDKenas, YMEpEHHas U JIeTKasl.
ACMG 3agBuger, 4uro cocrogHus, BkarodeHHble B maHenu IIT'C,
JIOJDKHBI OBITh JIOCTATOYHO CEPhE3HBIMU, YTOOBI TIOBIUATH HA MPHHS-
THE PEMPOIYKTHBHBIX PEIICHUH, pEKOMEHTysI IPOBOANTH CKPUHUHT Ha
HOCHUTENIBCTBO MAaTOTCHHBIX BapUAHTOB 3a00JIeBaHMI TITyOOKOMU, TshKe-
noit wu ymepennoit tsokectu [3]. Kpurepun ACOG, cBsizaHHBIE C TS-
’KECTBIO, TJACAT, YTO COCTOSHHUS, BKIIOYeHHEIe B maHenu mus [1I'C,
JOJKHBI OKa3bIBATh HETaTHBHOE BIMSHUE HA KAYECTBO JKHU3HH, BEI3BI-
BaTh KOTHUTHBHBIC WU (pPU3MUECKUe HAPYyIIEHHS, TpeOOBATh XUPYPTH-
YECKOT'0 MM MEUITUHCKOTO BMEIIATEBLCTBA U MPOSBIIATHCS B PAHHEM
BO3pacre [22].

CyIIeCTBEeHHBI TaK)KE 3TUYECKHE aCIEeKThl Kiaccu(UKaIuK Ba-
PHAHTOB T'€HOB, BBIIBICHHBIX B Tporecce TectupoBanus [29]. Tlo-
ckonbky I1I'C npenHa3HaueH AJis OIIEHKU PUCKa MOHOTEHHOTO 3a00JIe-
BaHHUS, BaXKHO, YTOOBI BBISBISEMBIC PH OOCICIOBAHUN T'EHETHYCECKIE
BapHaHTHl HMETH CUJIBHYIO CBSI3b C 3a00JIEBaHUEM, TIPH STOM JOJDKHA
YYUTHIBATHCS IEHETPAHTHOCTH BapruaHnTa. OTHAKO NMPU HHTEPIIPETAIUN
pe3yabTaToOB O00CIIECIOBaHMS BO3MOXKHA HEONPENCICHHOCTh OTHOCH-
TEJIBHO TOTO, HACKOJIBKO KOHKPETHBIA TeHETUYCCKUY BApUAHT CBSI3aH C
HACJICJICTBEHHBIM 3a00JeBaHUEM, M 3Ta MpobieMa ycyryOsieTcs mpu
MOMYJIAIIMOHHOM CKPUHHWHTE W BKIIIOUCHWHM B TAHENh OYCHb PEIKUX
oonesnerr. CooOleHrne mapaM O TaKOM BapHaHTE MOXET TPUBECTH K
TOMY, YTO CYNPYrH OyAyT HCHBITHIBATH JIOMOJHUTEIBHBIC BOJHEHUS
MpU TIPUHSITHHA PENPOAYKTUBHOTO PEIICHUS W, BO3MOXXHO, TPOHIYT
HEHY>XHBIC TECTHI WA BMemaTenbcTBa. OIHAKO €CIT O TAKOM BapHaH-
T€ HE co00IIaTh, y Mapbl MOXKET POAUTHCS PEOCHOK C Cephe3HBIM 3200-
JICBAaHUEM, PUCK KOTOPOT'0 OBLI HEJOOIICHEH.

N ACOG, u ACMG 3agBad10T, YTO COCTOSIHHS, BKIIIOUEHHEIE B
nanenu III'C, momxHBI mojmaBaThCS AOPOAOBOM AuarHoctuke. Bos-
MOXKHOCTh YCTaHOBIICHHSI TMarHO3a HACIIEICTBEHHOTO 3a00JICBaHUs TIPU
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JOpOJOBOW TUATHOCTHKE SBIISIETCS OCHOBOIOJATAIoNIel sl KIuHIYe-
CKOM TMOJIB3bI CKPUHUHIA HOCUTEIEH, YTO MTOAYEPKUBACT BaXKHOCTh 3TOTO
kputepus. brnarogaps nocTwkeHHsM B 00JIaCTH T€HETHYECKOTO TECTH-
POBaHUS 3a MOCIECIHUE HECKOIBKO NECATUIIETHH JOpPOJOBBIC TUATHO-
CTHYECKUE TECTHI C BBHICOKOH TMOJIOKHUTENbHOW MPOTHOCTHYECKOH IIEeH-
HOCTBIO TOCTYITHBI PAKTUYECKH 11 BCEX MOHOTE€HHBIX COCTOSHHM.

Obecneuenue 803MOINCHOCMU OCO3ZHAHHO20 6blOOpa. XOTd U
MPEATECTOBOE KOHCYJIbTHPOBaHHE, W HWH(YOPMHUPOBAHHOE COTJIacue
Baxabl 11 [II'C, moHMMaHue TOro, Kak JIydlle BCEro 5TO CHAENaTh,
MOXeT OBITh CIOKHOM 3afaueil. HekoTopele SKCIepThl MOaraoT, YTo
€CIIM CKPUHUHI BOCHPUHHUMAETCA KaK PyTUHHAs NpOLEAypa, JIOAU C
MEHbIIeH BEpOSTHOCTBIO OyIyT KPUTUYECKH Pa3MBIIUIATH O TOM, MOJI-
XOJUT JIU OH UM, WJIH 3ayMBIBaThCS O TOM, OYAYT JIU PE3yNbTaThl 00-
CIICIOBaHMS HCIIOJIB30BATHCS MMM IPHU NPUHITAN PENPOAYKTHBHBIX
pewenuii. B mobom ciyuae, B mpolecce MpeTecTOBOr0 KOHCYJIBTH-
poBaHUS HEOOXOOMMO OOCYAWTH ONpEICICHHBIH KpYr BOIPOCOB:
(1) TectupoBaHue He ABIACTCS 0053aTEIbHBIM, (2) MAIMEHT MOXET OT-
Ka3aThCs OT 00CIIEIOBAHMUS HJIM TECTUPOBATHCS B Ipyroe Bpems, (3) 00-
ClIeIOBaHKe A0 3a4aTHs NPEANOUTHTENbHEE CKPHHUHTAa BO Bpemsl Oepe-
MEHHOCTH, (4) pe3ynbTaThl FTeHETHYECKOrO TECTa MOTYT OBITh CIIOKHBIMHU
u HeonpeneneHHbMA [30], (5) «oTpHIATENBHBIN» TECT CHHXKAET BEPO-
ATHOCTb POXKICHUSI OOJIBHOTO peOeHKa, HO HE YCTPaHSET BCE PUCKH,
(6) mpexoHIIEeNMIMOHHBIH / IPEHATAIBHBIA CKPUHUHT HE 3aMEHSET CKPH-
HUHT HOBOPOXICHHBIX H (7) POACTBO CyNpPyroB YBEIUYUBACT PUCK
ayTOCOMHO-PELIECCUBHBIX 3a00ICBaHUI.

O6cnenyempiM BaxkHO moHuUMaTh, 4to [1I'C npeanasHaueH s
O3HAaKOMJICHHUS Taphl ¢ MHQOpMaIuel, Koropas Morjia Obl TOMOYb B
NPUHATHH PEIICHUH O PENPOAYKINH, H HE JaeT WH(OpMAIHIO O TeHe-
TUYECKOM PHUCKE AJISl UX COOCTBEHHOT'O 37J0pOBbs. BOo BpeMsi KOHCYIIb-
TalM PEKOMEHAYETCsl 00CYKAECHHE C Mapoil WX >KU3HEHHBIX IIEHHO-
CTeH W LeNell TeCTHPOBAaHUS, YTOOBI MOMOYb MM DPELINTh, OyAeT Ju
ATOT CKPMHUHT TTOJIC3HBIM WM BaKHBIM JUIsl HUX [31].

Pesynbrater I1I'C momkHBI OBITH HpENOCTaBICHBI TaKUM 00Opa-
30M, 4TOOBI OHM OBUIM 3HAYUMBIMH U TOJIE3HBIMH. UTOOBI ONTHMHU3H-
pOBaTh MOJE3HOCTh CBOUX PE3YNbTAaTOB, YYAaCTHHKaM IMOTpeOyeTcs
0a30BOe NMOHUMAHME KITIOYEBBIX KOHIIEMIIMH: YTO O3HAYaeT HaJHM4Yue
PELIECCUBHOTO TEHETHYECKOro 3a00JeBaHUsI M KAKOBBI IOCIEACTBUS
MOBBIILICHHOW BEPOSTHOCTH.

Bricka3biBaeTcss MHEHHE O HEOOXOJUMOCTU JalbHEHWIINX HC-
CIICIOBAaHUH ATHYECKUX W TMCHUXOCOLHUATBHBIX aCIEKTOB HCIIOJIB30Ba-
Hus cuctemsl [1I'C.
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O:kugaeMble COIMAJIbHBIE CJIEICTBUAA

AHaM3 JIUTEepaTypHBIX HCTOYHHKOB, TPOBEICHHBII B 0030pe [32],
MO3BOJIWJI BBISIBUTH TOTEHIMAIbHBIE conpanbHbie cienctBus PCH.
Oto (1) Mmeaukanusanus, (2) CTUrMAaTH3AIMS ¥ AUCKPUMUHALIUSA HOCH-
Telel M MamUeHTOB C 3a00JIeBaHUSMHM, BOMICAIIMMH B MaHETH IS
CKpUHHUHTA, U (3) MpoOIeMBbl B JOCTIKCHUHM PAaBHOM JOCTYITHOCTH 00-
CJICIOBaHMSL.

Menukanu3anusi — 3TO TEPMUH, HCIIONb3yEeMBbIH U ONMCAHUS
MOTEHIHATBHBIX HEXENaTeNbHBIX MOCIEACTBUH MPUMEHEHUS Meau-
LOUHCKHUX MPOLENYp B TEX aCMeKTax >KU3HHU, KOTOPbIE paHee CUUTAIIUCD
BBIXOJSIIMMH 32 PaMK{ 3JApaBooxpaHeHHs. [loTeHIuanbHBIMH Hera-
TUBHBIMU d(dekTamMn Menukanu3auuu Obum: (A) yBelIUYEHHE MPEe-
noxenuss PCH, (B) pyrunuzaums PCH wiam ero HeKpuTHYECKOE HC-
nonb3oBanue u (C) comelicTBHE CO3AaHHMIO COLMAIBHOTO KIMMAaTa
CTPEMJICHUS K KUACATEHBIM» JETIM.

B uccnenoannu [33] nokaszano, uto BHeapenune PCH no wHu-
LUAaTUBE OPTaHOB 3IPAaBOOXPAHEHHUS SIBJISIETCSI BOIPOCOM CTUMYIIHPOBA-
HUS MPEATIOKEHHS, IIPU 3TOM y IIUPOKOH OOIIECTBEHHOCTH MOXET OT-
CYTCTBOBaTh IEPBOHAYAIBLHOE JKENaHHE 3HATh CBOM CTaTyc HOCUTENS, B
TOM 4YHCIIe, HAallPUMEp, W3-32 HEOCBEJOMJIEHHOCTH O TOM, KaK TaKylo
WH(POPMALIMIO MPUMEHATh B NMOBCETHEBHOM XM3HH. [lapbl MOTYT BBI-
CTyNaTh HPOTUB HJACH TNPOBENCHHS NOMOTHUTEIBHOW MEIUIIMHCKOHU
HpOoLENypbl Ha ATAIe J0 3a4aTHs WIM B MpeHaTalbHOM nepuone [34].
Kpome Toro, moau ¢ onpeneneHHbIME yOeXKIECHUSIMH, B TOM YHCIIE pe-
JIMTHO3HBIMU, MOTYT IPOSIBIISATH MEHBIIHMI MHTEpPEC K CKpuHHHTY [35].
[Ipeapiaymuii ONBIT WK 3HAKOMCTBO C 3a00NeBaHMUsIMHU, Ha KOTOpHIE
MPOBOAST CKPUHHHT, MOTYT IIPUBECTH K Ooiee BHICOKOH MOTpeOHOCTH
B PCH [31].

Pytunuzauns PCH moxker moBnusiTh Ha MPUHATHE 0OOCHOBAH-
HBIX pelleHni u cBoOOAy BbIOOpa, a TakKe MOXKET MMETh Hexena-
TeNbHBIE TIOCIEACTBUS AJIS JIIOJEeH ¢ OTpaHUYEHHBIMI BO3MOXHOCTSIMHU
[24]. B Teopernueckux cTaThsiX, BKIIOYEHHBIX B 0030p [33], 00cyxna-
ercs, 9To B ToM cirydae, ecnid PCH ctaner oObIYHBIM SIBJIEHHEM, MAPbI
MOT'YT MOBEPHUTH, YTO y4acTHE B HEM — 3TO NPABUIBHBIA MOCTYIOK, a
00IIECTBO MOXET OKa3blBaThb HAa HUX JAaBJICHHE C LIENIBIO 3aCTAaBUThH
y4acTBOBaTh B TECTHPOBaHHH. BBICKa3bIBaNMCh OMACEHHs], YTO PYTH-
Huzanust PCH MoxeT mOBIHATH Ha B3MMISABI 0OLIECTBA Ha PEMPOAYK-
TUBHBIC 0053aHHOCTH €r0 YJICHOB, MOJHUMAsl BOIIPOC, OYyAYyT JIM Maphl
YyBCTBOBATH Ce0s CBOOOIHBIMU OTKIOHUTD MPEMIOKEHUE TPOUTH CKPH-
HHUHT WM TIPUHATH PEIICHUE OTKA3aThCsl OT TECTHPOBAHMUS TUIoNa / dM-
OpHWOHa, eciii OHU OKaxyTcsl HocuTersimu [36]. DTy 00ecrmoKoeHHOCTh
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TAKXKe BBIPA3HIN MEIUIMHCKHE paboTHHKK U monuTvku [35]. Bomee
TOTO, 3aMHTEPECOBAHHBIC CTOPOHBI 3asiBUIM, 4TO, eciu PCH craner
PYTHHOHM, 3TO MOXET MOBIUATH HA BOCHPUSITHE 3J0POBbS U PUCKOB,
KOTOpbIE HEOOX0AMMO MpeaoTBpaniats [37].

Tonbko B OTHOM CTaThe MPEACTaBICHBI YMIUPUUECKUE AAaHHBIC
0 PYTHHU3AIMK U TIOCICAYIONEM OOIIECTBEHHOM JIaBJICHUU B CITy4ac
npeaoxenus (Moayo0a3aTeIbHOr0 MM 00S3aTEIBHOI0) CKPUHUHTA
HOCHUTEIIbCTBA Ha OCHOBE MpoucxoxacHus B M3paune. B a3tom uccne-
JIOBaHWUU OOJBIIMHCTBO PECIOHJICHTOB MOATBEPAMIN, YTO MOAAATHCH
OOIIECTBEHHOMY JIaBJICHUIO, KOTJa TPUHSIIM YYacTHE B IMpOrpaMmme
noOpavyHoro ckpuHuHra [38].

B HECKOJBKHUX CTAaThAX, BKIFOYCHHBIX B 3TOT 0030p [32], BbIcKa-
3bIBaJIOCh mpenmnonokenue, yto PCH moxer cnocoOcTBoBaTh co3/1a-
HUIO COIMAIBHOIO KJIMMaTa, B KOTOPOM HaJMuhe «HEUACATbHBIX» Jie-
Teil cunTaercs MpoOJIEeMaTHYHBIM, OCOOCHHO €CITH B TECTOBYIO MaHETh
OyJyT BKJIFOUEHBI JITKHE COCTOSIHHS. B CBSI3U C ATHM HEKOTOPHIE I10-
nutukd B lIBenuu oxxujanu, 4To NPEACTaBUTENHN HACEICHUS B L[EI0M
MOTYT HENPAaBUJIBHO UCTOIKOBATH MOTUBHI MPABUTENIBCTBA B OTHOIIIE-
Hun PCH, yuduTeiBas mpoNUIBIA OMNBIT T'OCYAAPCTBEHHOW IOJUTUKU
epreauku [39]. BeipakeHa 00eCIIOKOCHHOCTH TEM, YTO YHHBEPCAJIb-
uelii PCH kak mporpamma OOIIECTBEHHOTO 3APaBOOXPAHSHHS MOXKET
YKPENUTh MPEACTABICHUS O TOM, YTO MPABUTEIBCTBO OrPAHUYUBACT
PEMPOITYKTUBHYIO CBOOOY.

B kxadectBe mMOTEHIIMANBLHBIX HEraTUBHBIX mnociencTtBuii PCH
ObUTH BBIIBUHYTHI MHOTOUHUCJICHHBIE aCIIEKTHl CTUTMATH3aIlUU U JIHC-
kpuMuHaK. OHAKO SMIUPUYECKUX AOKA3aTENbCTB CTUTMATHU3aLUU
u puckpumuHaiuu mocine PCH we 6wi10 HaiizeHo [32]. Bonee Toro,
nockoiabky PCH Oyner mpemyaratbcsi BCEM JIHMIIaM, HE3aBHUCHUMO OT
STHUYECKOW TMPUHAUISKHOCTH, KPOBHOT'O POJICTBA WU reorpadude-
CKOT'0 MPOMCXOXKICHUS, TAKOE MPEATIOKEHUE MTOTSHIINATEHO MOTIIO OBl
CHHM3WThH CTUTMATH3ALNIO dTHUYeCKuX Tpymm [40].

Onnako noteHnuansHbi Bpeg PCH B oTHOmeHun crurmartusa-
MU TaKXKE YIIOMHUHAJCS BO MHOTUX CTaThsiX. Bo-mepBBIX, aBTOPHI MO-
Jlarajiy, 4To 3TO MPEIIOKEHHUE MOXKET YCHWINTh CTUIMAaTH3aLHUIO0 IO
npuyrHe UHBATUAHOCTH [23]. OHM MPEAMONOKHIN, YTO CTUTMATH3a-
LUsI MOXKET BO3HUKHYTh Ha OCHOBaHuM Toro, yto PCH nmoreHnuansHO
Oyzer crnocoOCTBOBAaTh (DOPMUPOBAHUIO TPEACTABICHHUS O TOM, YTO
JIIOJIIM ¢ OTPaHUYEHHBIMH BO3MOXKHOCTSIMU HET MECTa B HaIIeM o0IIIe-
CTBE WJIM YTO KH3Hb JIIOJCH C TEHETHUYECKUMH 3a007e¢BaHUSIMH HMEET
MEHBIIYIO [[EHHOCTb.

Bo-BTOpBIX, aBTOpHI yKa3bIBalld Ha TOTCHIHAILHYIO CTUTMATH-
3aIlMI0 HOCUTENEH, a Takke TeX, KTO MPEANOYUTACT HE MPOXOAUTH
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CKPUHUHT, 0OCOOCHHO KOT'/Ia B pe3yibTaTe 3TOr0 CTpafaroT neTu. B uc-
clenoBaHud, mpoBeneHHOM B llIBenmu, OBIIO OTMEUYEHO, YTO €CIH
y4acTHe B CKPUHHHI€ MOXXHO CUMTATh PEHNPOIYKTHBHOW OTBETCTBEH-
HOCTBIO MApPHI, TO CYNPYTOB MOT'YT OOBHHSITH NMPH OTKa3e OT TECTHUPO-
BaHMs, OCOOCHHO B Clly4ae poKIeHus OonbHOro pedenka [39]. ABTopbI
ATOrO MCCIIEAOBAHUS, a Takke aBTop [41] DOMOTHHUTENFHO OTMETHIIH,
YTO 7151 HOCUTENIEeH MM TeX, KTO OTKa3bIBAETCsl OT CKPUHHUHTA, MOXET
BO3HHKHYTH MpoOiieMa ¢ TMOMCKOM OpadHoro mapTaepa. Kpome Toro,
OTMEYaJIOCh, YTO CTUTMATH3ALMUSI MOXKET TIPUBECTH K YCHJICHHUIO 0OIie-
CTBEHHOT'O JIABJICHHUS C IIENBIO IPUHYIUTH K YYaCTUIO B CKpHHUHTE [42].
Hexoroprie aBTOpBI OTMETHUIIM BO3MOXKHYIO JUCKPUMHHAIUIO AP HO-
cuTeleil WM BIMAHUE Ha OJaromnoilydre JoAcH, KUBYIIUX C TECTH-
pyeMbiMu 3a0oneBanusMu [37]. Bricka3pIBaoch MpeAnoiaoKeHne, 4To
yHuBepcanbHblii PCH MOXXeT CHM3UTh 4acTOTy pOXKIECHHS JETel C 3a-
OoneBaHMsIMHU, YTO, B CBOIO OYepE/b, MOXKET CHU3UTH CTUMYI K paspa-
0OTKe METOJOB JICUCHHS, TEM CaMBbIM CTaBsl B HEBBITOJIHOE TIOJIOKEHUE
KHUBYIINX MAIllMEHTOB.

B MHOTOYHCIICHHBIX UCCIIENOBAHUSAX, TOCBAICHHBIX CKPUHUHTY
HOCHUTEJIEH B rpyliax BHICOKOTO PUCKa, COOOIIAaIoch 00 OmbITE yda-
CTHUKOB, CTOJKHYBIIMXCSI CO CTUTMaTH3alMed M JUCKPUMUHALUEH.
B 1970-x romax CKpHHUHI CEpIIOBUAHOKIETOYHONH aHEMHH Ha OCHOBE
sTHHYecKOro mpoucxoxaeHus B CLIA npuBen K yCHUICHHIO CTUTMATH-
3alud U JUCKPUMHHAIMY HOCHTENEH B TJIaHE JJOCTYIA K TPYAOYCTPOi-
CTBY M 00pa30BaHMIO, @ TAKKE K BO3MOXXHOCTH MOJYYUTh CTPaxoBaHUeE
xu3Hu [23, 43]. Kpome Toro, coo0mmanocs 0 CTArMaTH3auy HOCHTeei
B pe3yJbTaTe J0OPaYHOro CKPUHMHTAa OPTOAOKCAIBHBIX eBpeeB [9, 38] u
B pe3yJbTaTe MOoMyo0s3aTeNbHOr0 CKpUHIHTA Ha OeTa-TalacceMHuIo Ha
Kunpe [14]. [TonoxuTenbHbIA cTaTyc HOCHTENS TPHBET K OrpaHUYe-
HUIO BO3MOXKHOCTEW BCTYIUIEHHS B Opak, 0COOEHHO 1uIs ceMel ¢ OoIb-
HBIMU WwieHamu. Hanportus, B uccnenoBanmsx B Hunepnangax ne Obl-
JIO YCTaHOBJIEHO CTUTMAaTH3allMHM WM TUCKPUMHHALUH CYIPYXECKUX
nap [44]. B apyrom wuccnenosanuu [II'C B M3pauie CTHUrMaTH3AIMH,
CBSI3aHHOM C ITPOrpaMMOii, He ObLT0 OOHapyKeHo [45].

[orennuanpubie conuanbHble TocnenctBuss PCH moryt OBITH
CBSI3aHBI C PABHONPABHBIM JOCTYIOM. B 3TOM KOHTEKCTE CIeaTUCThI
cdepbl 3ApaBOOXpaHEHHUST OTMETHIIM, YTO NPEHUMYILECTBOM YHHBEp-
canpHoro PCH sBnsiercst To, 4TO OH oOecreunBaeT paBHBIN IOCTYII,
MIOCKOJIBKY TIPEIUIaraercsi BCeM Iapam, XKelarluM uMeTh aerer [33],
a He TOJBbKO mapam M3 rpymn pucka. C Apyrod CTOPOHBI, SKCHEPTHI
MPEATONOKIIN, YTO YHHBEPCAJIbHOE MPEIJIOKEHHE MOXKET CHHU3HTH
OCBEIOMJICHHOCTB IPYIIN PHCKa, KOTOPBIE OOJIBILE BCETO BHIMTPHIBAIOT
ot PCH [23]. Beipaxkaercsi 00€COKOCHHOCTh MO TOBOAY 3HAHUN
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OCBEZIOMJICHHOCTH HACEJIEeHHUS B 1IEJI0OM, a TaK)Ke MEAULIMHCKUX padoT-
HUKOB O T€HETUKE, CKPUHHUHTE U PENPOAYKTHBHBIX BO3MOXKHOCTSX,
4TO, BO3MOXKHO, YCIOXKHSET IPHHATHE 000CHOBAaHHBIX pemeHui [31].

Hpyrue npoOieMsl, CBSI3aHHBIE ¢ 00eCTIEUeHUEM CIIPABEIITUBOTO
JocTyna, ObUIH CBSA3aHBI C 3aTpaTaMu M pUHAHCHpOBaHHEM. B HekoTO-
PBIX CTaThsIX ONUCHIBAIUCH CTpAaTerdd (PUHAHCHPOBAHHS TEKYLIHX
nporpamuM [II'C. B Coennnennom KoponeBcTBe TecTupoBaHue Ha HO-
CHUTEIILCTBO TMpejIaraercsi OecriaTHO B paMkax HarponansHOH ciryx-
Obl 31paBooxpanenus [43]. B M3paune TecTHpoBaHHe Ha HOCHTEIBCTBO
Takxke OECryaTHO, a 3a JONOJHHUTENBFHOE TECTUPOBAHHME IPH MEHee
YaCTBIX WU TSDKENBIX COCTOSIHUSAX B3UMAETCSI JIMIIL HEeOOMbILas iaTa
[43]. HexoTopble U3 ONpoIIEHHBIX y4acTHUKOB nporpamm PCH Taxke
CUUTAJIH, YTO 3aTPAThl MOTYT IPHUBECTH K HEPABEHCTBY B JocTyte [46].

BaxxHO oTMETHUTB, 4TO aBTOpHI [32] HE HALTM MPAKTUYECKU HU-
KaKUX SMIUPUYECKUX J0KA3aTENbCTB KAaK MOJOXKHUTEIBHBIX, TaK U OT-
pHULATENBHBIX MOTEHIUAIBHBIX TOCIEACTBIA B OOJIBIIMHCTBE MyOH-
Kaluid 0 MporpaMMax CKpHHUHTA TPYII pHcKa (C aKIEHTOM Ha OTHOM
WITM HECKOJIBKUX 3200JICBaHHSIX).

3ak1oueHne

B nacrosmee Bpemsl B pa3iMYHBIX CTpaHax MpPOBOISATCS IPO-
IpaMMBbI TI0 NMPEKOHLENIINOHHOMY CKPHHHUHTY, YUUTHIBas 3THUYECKUE
0COOEHHOCTH paclpOoCTpaHEHHs HACIEICTBEHHBIX 3a00NeBaHull B pa3-
HBIX CTpaHax W MOmyJsiusax. HeKoTopbIMM METUIHMHCKUMH COOOILe-
CTBaMH TPEIJIOKEHBI Pa3INYHbIE PEKOMEHIAINN, HO HET €IUHBIX, B
TOM 4YHCJIE POCCHUICKHX, IO JaHHOMY HalpaBICHUIO MPO(UIAKTUKU
HACJICICTBEHHBIX M BPOXKIEHHBIX 3a0oneBanuit. HeoOxomumo cosna-
HUE TOAPOOHBIX KIMHUYECKHX PEKOMEHIAIMN C Y4eTOM 3THHYECKUX
OCOOGHHOCTEH pacmpoCTpaHEHUs] MOHOTEHHBIX 3a00JeBaHM B pas-
JIMYHBIX peruoHax PO.

[IpakTnueckoe npumenenue nporpamm PCH nomkHO y4uTHI-
BaTh ITHYECKHE MPOOJIEMBI M COLMAaNbHBIE MociaeacTBus. OOHUM U3
CIOCOOOB CBECTH K MHHUMYMY CTUTMAaTH3alMI0O U TUCKPUMHHAIMIO
SBJISIETCSl YITy4IlIeHnEe 3HAHUH 0OIIeCTBEHHOCTH, HAIPUMEP € TIOMOIIBIO
WH(POPMALMOHHBIX MIPOEKTOB, a TAKXKE MPEJOCTaBICHUE HaAJeXKalleH
WHPOPMALMK U KOHCYJIBTUPOBAHHS MPOXOIIIINM OOCIEOBaHUE IIa-
pam. Baxno, utoObl mporpammbel PCH peann3oBbIBanuce ¢ ydeToM
KyJIbTYPHBIX OcOOeHHOcTel HaceneHus. OrpaHHMYUTb BEPOSTHOCTD
BO3HUKHOBEHHSI HETATHUBHBIX COLMAIBHBIX IMOCIEACTBUNH MOXKHO NPHU
YCIIOBUM TOTO, YTO PENPOAYKTHBHAas aBTOHOMHS H, CJIEIOBATEIbHO,
HEeo0s3aTeNbHBINA XapaKTep MPEAIoKeHUs OyIyT YETKO BBIpaKEeHBI TIPU
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BHCAPCHUH IMPOTrpaMMbL (KaK B OTHOHICHWU Y4YaCTUA B CKPUHHHIC, TaK
U B OTHOHICHHUU PCIIPOAYKTUBHBIX BO3MOXKHOCTEH B CJ1yda€ HOCUTCIIb-
CTBa). HCHHOCTI/I 06H_ICCTBCHHOFO 3ApaBOOXpaHCHUS, TAKUC KaK CIIpa-
BCIJIMBOCTDL, TAKIKC JOJIZKHBI YHUTBIBATHCA IIPU BHCAPCHUUN PCH.
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B.IO. BounoBa, O.H. Cennna

NPEKOHIENIIMOHHBLIN CKPUHUHT :
B3I'JIs11 BPAYA-TEHETHUKA

Annomayus. IIpeKOHIECNIMOHHBIA CKPUHUHT — MHHOBALlMOHHBIM METOJ IIPO-
(IITaKTUKH HACTEACTBCHHBIX OOJIe3HEH, KOTOPBIN BEI3BIBAET MHOXKECTBO BOIPOCOB KaK y
CHELMATNCTOB, TaK U Y MOJOABIX JIOACH, IUIAHUPYIOIIUX pOXACHUE AeTel. B rimase
00CyXafoTCsl IPUMEPH! U3 PeaNbHON MPAKTUKH Bpada-TeHEeTHKa, KOTOPHIE JE€MOH-
CTPUPYIOT 3THUYECKUE CI0KHOCTU CUTYALUH PEIPOAYKTUBHOrO BEIOOpA. [lepcnexTuBe
pa3BUTHS MPEKOHIEIIMOHHOTO TeHETHYECKOr0 TECTHPOBAaHUS TPeOyIOT OT mpodec-
CHOHAJIBHOTO COOOIIeCTBa pa3pabOTKK MPaBWII M PEKOMEHIALUH, KOTOPHIE ITOMOTYT
Bpady OTBETUTHh Ha BO3HUKAIOIINE BOMPOCHI, TO3BOJAT 3P (PEKTUBHO BEICTPOUTH KOM-
MYHUKAIHIO C AaUECHTAMU.

Knrouesvie cnosa: NpeKOHIECIIMOHHBIA CKPUHUHT, MEAUKO-TEHETHIECKAs KOH-
CYNBTAIMS, STHUECKUE MPOOJIEMBI MEIWIIMHCKOW T€HETHKH, COILHATBbHBIC MTPOOIEMBI
MEAUIUHCKON TeHETHKH.

[IpeKOHIIENITMOHHBI CKPUHUHT — WHHOBAIIMOHHBIN METOJI TIPO-
(PMITaKTUKY HACIICACTBEHHBIX OOJIE3HEH, KOTOPHI MOXET BBISIBUTH T10-
TEHITUATBHBIX POJUTENCH — OTJIENbHBIX JIUI] WA CYNPYXKECKUE IMaphl —
C BBICOKMM PHUCKOM POXJICHUS PEOCHKA C TSKENOW HACIEACTBEHHOM
MAaTOJOTHENH. DTH POAUTEN — HOCUTEIH ayTOCOMHO-PEIIECCUBHBIX WA
X-CIIETIIICHHBIX PEleCCUBHBIX Oore3Hel. Ha maHHBIE MOMEHT M3BECTHO
6onee 2000 ayrocoMHO-peneccuBHBIX 3aboneBanuil. HecmoTps Ha
PEAKOCTh, ayTOCOMHO-PEISCCUBHBIE 0OJIE3HU, KaK MPaBWIIO, OTIHYA-
FOTCS TSDKEJIBIM TEUYCHUEM, paHHEH WHBAIUAM3AIMEH U CMEPTHOCTHIO,
orcyTcTBUeM (D eKTHBHOTO JiedeHUs. Pe3ynpTaTsl HEIaBHUX TCHETH-
YECKUX HCCIACHOBAHMM ITOKA3ajd, YTO B F'EHOTHUIIE KAXKJOT0 YeIoBeKa
ckpbiBaeTcs oT 5 10 10 maToreHHBIX pelecCHUBHBIX MyTanwit. Hocu-
TEJIb ayTOCOMHO-PEIIECCHBHOTO 3a00JIeBaHUs, HE UMeS KIMHUYCCKUX
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CHUMIITOMOB, TeM He MeHee Ha 50% OyaeT uMeTh maHc nepeaaTs reHe-
THYECKYI0 MyTalHio cBoeMy pebeHky. Ognako pebeHok Oynmer OoneH
TOJILKO B TOM CJIydae, eciii 00a mapTHepa MepenaloT eMy MYTaLHIO0 Of-
HOTO U TOTO K€ I'eHa. BeposTHOCTh Takoro coOBITHA B Mape HOCUTENEH
MyTalui OJJHOTO U TOTO ke TeHa coctapisieT 25%. [l X-cruerieHHpIx
pelieccHBHBIX 3a00JIeBaHMIA CUTYallUs MHAS. Y MaTepH, SIBISIOLIeics Oec-
CHUMIITOMHOH HocuTenbHULEeH, B 50% cirydaeB poautcst OONBHOM ChIH.

Ecnu mo pesynpTaraM CKpHHHMHITAa OOHApYKMBAETCS TOBBILICH-
HBIH PUCK POXKICHHUS peOeHKa C HACJIEICTBEHHOW MaToNorued, mapa
MOJy4aeT BO3MOXKHOCTb BOCIOJIB30BATHCS TOCTIKCHUSIMH COBPEMEH-
HOW MEIUIMHEI, YTOOBI HEUTpanu30BaTh €ro. To ecTh Aaxke y HocUTenei
MATOreHHBIX MYTallMi MOXET POIUTHCSA 3J0POBBIA PEOCHOK, MOITOMY
TaKk BaXHO 3HaTh O (hakTe HOCUTENbCTBA. Cpeny BBIICYTOMSHYTHIX
METO/IOB — IpeHaTaNbHasl AMarHOCTUKA, TO3BOJISIOIAS BBISIBUTH 11aTO-
TeHHBIN TeHeTHYECKH BapuaHT y MJIoAa Ha 3Tane OepeMeHHOCTH, J0-
HOPCTBO TaMeT, NMPeJUMILIaHTAOHHOE TEHETHIYECKOEe TECTHPOBAaHUE
Ha MOHOTEHHBIC HApPYIICHHS COBMECTHO CO BCIIOMOTaTENbHBIMH pe-
MPOAYKTUBHBIMU TEXHOJOTMSAMHU M JApyrue. Taxke BaXKHO NOHUMATH,
YTO HEKOTOPBIE PACCTPOMCTBA MOT'YT BO3HUKATh B Pe3yJbTaTe CIIOH-
TaHHOW MyTanuu B Monekyse JJHK B monoBoil kieTke, 1 MO3TOMy KX
HEBO3MOYKHO NPE/ICKa3aTh.

[lonsiTHe cKkpUHMHTA CTa)I0 U3BECTHO B Poccuu ¢ Tex mop, Kak B
60-x rogax B8 CCCP mosBHJICS HEOHATAIBHBIA CKPUHUHT — METOJI, T10-
3BOJIIIOLIMI JUAarHOCTUPOBATh Ps HACJIECACTBEHHBIX 3a001eBaHUI B
nepBeie THU XU3HU peOeHka. CeromHs HEOHATATbHBIM CKPUHUHT aK-
TUBHO PacLIMPSIETCS U TIOBCEMECTHO BHEApsETcA B pernoHax. [Ipexon-
LEMIMOHHOE K€ TECTHUPOBAHUE HE MOIYYMIIO MOKa CTOJb aKTHBHOTO
npuMeneHus. [lpu 5TOM HaM JOCTYNEH OMBIT 3apyOEKHBIX KOJUIET,
KOTOpBIC aKTHBHO MPUMEHSIOT MPEKOHICMIUOHHBIA CKPUHUHT B paMm-
KaxX TOCYIapCTBEHHBIX M 4YacTHbIX MHMIMATHB [1]. [ToTeHumampHBIM
POAMTEINSAM TIpeAnaraercs TeCTUpPOBaHKE, KaK MPaBUIIO, HA HOCHTEIb-
CTBO CIIEAYIOIIMX HanOoliee YacThIX TeHETHYECKHX 3a00JieBaHMH, KO-
TOpBIE MOYKHO INPOBEPUTH B XOJI€ T'€HETHYECKOI'O TECTHPOBAaHUS 1O
3avatus: mykoBucuuno3 (CF) — 3aboneBaHue IbIXaTebHOW CHCTEMBI,
cunapom JoMkor X-xpomocomsl (FXS) — renernueckoe 3aboneBanue,
KOTOpOE MOKET BBI3BATh 33J€PIKKY pPa3BUTHs, TPYAHOCTH B 00yUYEHHUH,
a TaKKe COLMAaJbHBbIC M MOBEACHYECKHE MPOOJIEMBI; CIIMHAIBHAS MBbI-
mieyHas atpodus — 3a0oyieBaHHMe, MOpaXKalollee HEPBHBIE KIETKH
CIMHHOTO MO3Ta, BBI3BIBAIOILEE HApYLICHUE IBIKEHMS, ABIXaHHUS U
rioTaHus. OTH 3a00NeBaHUSI MMEIOT BBICOKYIO PaclpOCTPaHEHHOCTh
BO Bcex momysinusix. OJHAaKO B pa3HBIX MOMYJSLHUSIX €CTh CBOH OCO-
O0enHocTH. Tak, B CHIy BHICOKOW paclpOCTpaHEHHOCTH psAna 3adole-
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BaHWUI BHYTPU OINPENCICHHOTO 3THOCA, JJII HEKOTOPBIX 3THUYECKUX
TPV TpeIaraeTcs MPEeKOHIISMIIHOHHOE TeHETHYEeCKOe TECTUPOBAHUE
Ha psan cnenuduueckux 3a00NEBaHUI C BHICOKUM PUCKOM POXKICHHS
OOJIEHOTO TOTOMCTBA. TakK, JUIs eBpeeB-alIkeHa3! dTo KacaeTcs 6oes-
Hu Tes — Cakca, Oonesun KanaBana, ceMeliHONM IM3aBTOHOMMH, IS
adpoaMEpUKAHIIEB — CEPIOBUIHOKICTOYHON aHEMWH, JUIS JKUTEICH
Cpenuzemuomopss u FOro-Boctounolt A3uu — TagacceMuu.

B Hamiei ctpaHe oTnenbHBIE KOMMeEpUECKHe T1abopaTopuu pas-
paboTamu METOAMKH ISl BBISIBIICHHUSI HOCUTEIBCTBA YaCTHIX MOHOT'CH-
HBIX PEIIECCUBHBIX 3a00JICBaHMM, KOTOPBIC MPEIaratoT HCIIOIb30BaTh
MY TJIAHUPOBAHUU OEpEeMEHHOCTH. B HUX BKIIFOUEHBI, TOMUMO TIepe-
YUCIICHHBIX paHee, Takue O0OJie3HW, Kak cuHapoM Yimepa tumoB 1C,
1D, 1B, 2A, 3A — 3T0 4acTO BCTpEYAIOMIAsCS TCHETHYSCKas TpUIHA
cnerornyxotbl (1 ciydait Ha 6000 HOBOPOXIIEHHBIX), (HDEHUIIKETOHY-
pusi, 6one3np Bunbcona — KoHoBasioBa — HAaCIIENCTBEHHOE HAPYIIICHUE
oOMEHa MeJH, HACJICACTBEHHAsh HEWPOCEHCOpPHAs TyroyxocTh. [lpu
MPABUIILHO MOA00PAaHHOM MeTo/Ie / KOMIUIEKCE METOIOB FCHETUIESCKOTO
TECTUPOBAHUS TPEKOHIENIIMOHHBIA CKPUHHUHT CIOCOOCH BBISBHUTH
3HAYUMYIO YaCTh PUCKOB JUIsI Oyaymiero peOeHKa.

Heo0xomuMo y4HuTHIBaTE M TOCYAAPCTBEHHBINA aCIEKT MPOOIeMBI
MPEKOHIICIIMOHHOTO CKPUHHUHTA, TTOCKOJIBKY TOCICIHUI COJCHCTBYET
Mpo(UIAKTUKE AETCKOH WHBAIMIHOCTH U, TEM CaMbIM, TOMOTaeT
YMEHBIIIUTH PacXo/bl Ha 37[paBooxpaHeHue. KpoMe Toro, s MHOTHX
peleccuBHBIX U X-CIEIUICHHBIX OONE3HEH CEroHs CYIIECTBYET J0PO-
rocrosiiee jgeueHue. [laruentam ¢ penkuMu 3a00IeBaHUSMU ITOMOTa-
€T rocyIapCTBeHHAs mporpamma «14 BeICOK03aTpaTHBIX HO30JIOTHIT», a
TaKkke mporpamma OnarorBoputenbHOro ¢onna «Kpyr moopa». Ilo-
CKOIIbKY ayTOCOMHO-PEIIECCHBHBIC 3a00JICBaHNSI, KaK IMPABUJIO, XapaKTe-
PHU3YIOTCS OUCHB TSDKEIIBIM TEUSHUEM, TO JaXe IPH OOJBIINX 3aTpaTax Ha
JICUEHUE HE BCErja yAaercs AOCTHYbL AOIKHOro sddekra. [loatomy,
€CITH MOSIBUTCSI BO3MOXKHOCTh C3KOHOMHUTH TH CPEACTBA, BIIOJHE OXKH-
JaeMO, YTO TOCYNapCTBO OyJeT 3KOHOMHYECKH 3aWHTEPECOBAHO B
Mpo(UIAKTHKE 1aXe TeX HACICICTBEHHBIX 3a00JICBAHUH, 111 KOTOPBIX
YK€ €CTh Tepartusl.

OpHako, MPEKOHIIENIIMOHHBIA CKPUHUHT — 3TO HE TOJIILKO WHHO-
BaIIMOHHBIN METO]] MPO(IIAKTUKHA HACJICACTBEHHBIX 3a00JIeBaHUH, HO
U SIBJICHUE, CO3/Ialolee BOKPYT ce0sl MHOKECTBO AMCKYCCHH H, YacTo,
MOJIIPHBIX MHEHWUIA [2].

Tak, W3 BBIIIECKA3aHHOTO CJIEAYET, YTO IPEKOHIICTIIIMOHHBII
CKPHHHHT TpeJyIaracTcs He TONBKO JUIsl 3a00JICBaHMIA, KOTOPHIC CO-
MTPOBOXKIAIOTCS MHTEUICKTYIbHBIMA U JJPYTUMHU TICHXUYECKUMH pac-
CTPOWCTBaMU, HO M JUISI COCTOSHU, IPU KOTOPBIX Pa3BUTHUE JIMYHOCTH

167


https://doi.org/10.1038/s41436-021-01203-z

HE HapyIleHo. DTOo, K COXKAJICHUIO, CO3aeT MpodieMy, 3aKII04al0IyI0-
Csl B TOM, YTO CYNPYKECKHE Mapbl ¢ MOMOIIBIO Bpadel MOTYT MBITAThCS
YIPaBIATh MOSIBIICHUEM Ha CBET JieTel — MOTEHIMAIBFHO MOJTHOLEHHBIX
4sieHoB obmiecTBa. K cuacTbio, MHOTHE CEMBbH OYEHB Pa3yMHO MOIXOIST
K JTaHHOMY Borpocy. Bot npumep u3 npaktuku. Monozas napa pemu-
Jla MIPUHATH y4acTUe B IPOrpaMMe MPEKOHUENIIMOHHOTO CKPUHUHTA U
MOJTy4riIa CBOM T€HOMHBIE JaHHble. Koraa BBISIBUIIOCH, UTO Y HUX €CTh
MATOreHHBII BapUaHT B OJJHOM M TOM € T'€HE, CBSI3aHHOM C ayTOCOM-
HO-PELECCUBHOM TITyXOTOH, OHU PELINIH, YTO He OyAyT HUYETO JeNaTh
c oToil mHGpOpManuel W MbBITaTbcad oOCIenoBaTh Oydyliero pedeHka
MpeHaTaabHO, HECMOTPSl Ha IMOBBIMICHHBIH PUCK, IIOTOMY YTO 3TO 3a-
OoneBaHMe HE CBA3aHO C HAPYILIEHUEM Pa3BUTHS JIMUHOCTH, OoJee To-
T0, 3a4acTyi0 3TO MO3THOMaHH(ECTHpYIOlIee COCTOsIHIE. BrionHe Be-
POSITHO, YTO TaKas e Iiayxora Obuta u y Jliogura Ban berxosena, a
BE/Ib OH CBHIFPAJl OTPOMHYIO POJib B Pa3BUTHH HCKYCCTBAa M YelOBEYe-
CKOW KynbTypel B 1ieiioM. Ecim Obl NpeKOHUENIIMOHHBIA CKPUHHHT
CTaJl PaclmpoCTPaHEHHOM NPAKTUKOH HECKONBbKO BEKOB Ha3aj, Haila
KyJIbTYpa, MOXKET OBbITh, TUimiach Obl Hacnenus @pexnepuka Lllomnena,
a eclii TOBOPUTH O HeJaBHEM IpouuioM — rneBua [ peropu Jlemaprans
(oba My3bIkaHTa OBLTH OONBHBI MyKOBI/IculxmosoM)l.

B cBs3u ¢ BbIIECKa3aHHBIM CpeIy Bpadei Bce Ooblie pacipo-
CTpaHsIeTCsl MHEHHE, YTO BO3MOXXHOCTH TeCTa B HEKOTOPBIX CUTYalHIX
HEOOXOUMO MCKYCCTBEHHO OTPaHWYHMBATBH, & HIMEHHO — HE UCIIOJIB30-
BaTh JaHHBI METOJ AJS BBISABICHUS PUCKA Pa3BUTHsS Oone3Hed, He
BIMSIOIINX Ha Pa3BUTHE JIMYHOCTH. BO3MOXHO, YTO 3TO CBSA3aHO
HUMEHHO C TeM, YTO HEKOTOPbIE HCTOPUUECKUE INIHOCTH, CTpaJaloue
opdaHHbIMU 3a00JICBaHMSAMH, BHECIH 3HAYMMBIA BKJIAJ B Pa3BUTHE
Hamed nuBuau3anuyd. Hampumep, cienyeT BCIIOMHUTH TakUX 3HaMe-
HuTocTed, kak ABpaam JlunkonbH win Hukkono [TaranuHu, KOTOphIM
MPUMTUCHIBAIOT Haunuue cuHapoma Mapdana. s ymoMsHyToro Be-
JIUKOTO CKpHIlaya HaJMYhe TaKoro CUMIITOMa JAaHHOTO 3a0oJeBaHMA,
KaK apaxHONAKTUIIUS (JUIMHHBIC MAJbIIBI) SIBUJIOCH JOCTOMHCTBOM, TO-
3BOJISIBUIMM BHPTYO3HO BIAJETh MY3BIKaJbHBIM HHCTpyMEHTOM. M3-
BECTHO TaKXe, 4yTo (paHLy3cKuil XymnokHUK AHpH ae Tymys-Jlorpek
CTpaJall HacIEACTBCHHBIM 3a00JIeBaHHEM, COTJIaCHO Pa3HBIM BEPCHSM,
HECOBEPIICHHBIM OCTEOTE€HE30M WJIM  OCTEOXOHAPOAMCIUIA3HEH, u
BCJIEICTBUE MEPEIOMOB HE MOT XOIUTh. [lombITKM mpeoaoneTs orpa-
HUYEHHs TIOJBMKHOCTH M JKETaHUE caMOpealM3alliy ChIrpajii HeMa-

1

VYuensle npeanonoxuwiy, yto cuMmntoms! @. IlloneHa MOryT roBOpUTh 0 My-
KOBHCIIUI03€ — 3a00JI€BaHNH, HEU3BECTHOM BO BpeMEHa KOMIIO3UTOpa. TeM He MeHee
IIPSIMBIX 10KA3aTENIbCTB B HACTOAIINI MOMEHT HET.
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JIYIO POJIb B €0 CTPEMIICHUH PUCOBATh. DTH MPUMEPHI, Ha HAIl B3IJIS,
JEMOHCTPHPYIOT, 4TO op(aHHOE 3a00IeBaHNE WHOTJa HE PEMSITCTBYET,
a crmocoOCTBYeT pa3BUTHIO TajaHTa. [103TOMy CTpaliHO MpeaCcTaBUTh,
YTO HEKOTOPHIE BBHIIICYNOMSHYThIE IMYHOCTH MOTTIH OBl HE POAMTHCS,
ecay OBl )KMJIM BO BpPEMEHA IIMPOKOTO PAacHpOCTpaHEHHsI MMPEKOHLEN-
LIUOHHOTO CKpUHMHTA. B Haie Bpems, KOraa Takod CKpUHUHT CTaHO-
BUTCSI PEaNbHOCTBIO, Bpad, O€3YCIIOBHO, YYBCTBYET OTBETCTBEHHOCTD
3a Oyayuryio >ku3Hb. U, X0oTs Oyaymiue pomuTend CaMOCTOSTEIBHO
MPUHUMAIOT PElICHNE O NETOPOKACHUH, HO OHM YacTO MPOCST COBETa
y CIIeIUalIMCTa, [I03TOMY MHEHHE 00 orpaHW4eHHH cdepbl MpUMeHe-
HUSl TPEKOHIENIIMOHHOTO CKPHUHHMHIA MMEET MPaBO Ha CYIIECTBOBA-
Hue. Takue orpaHnveHus B OyaylieM JOJDKHBI MOMOYb HAM BOBPEMSI
OCTaHOBHUTHCS M HE MEPEHTH C MYTH MPEJOTBPALICHUS POXKIACHUS
OONBHBIX J€Tel HA MyTh EBICHUKH.

CrnenyaiucTsl 3aJal0Tcss U APYrMM BompocoM. Ecim mpekos-
LEMIMOHHOE TECTUPOBAHUE CTAHET AOCTYIHO Ka)XIoMy, OyAyT JIn HcC-
MBITHIBATh Ha ce0e OOIIECTBEHHOE AABJICHUE T€, KTO MO JTHUYHBIM MPH-
YHHAM OTKaXyTca OT Hero? CTaHeT JM 3TO MPUYMHON AJS pa3BUTHUS
CTUTMATH3AIMH 110 OTHOILICHUIO K OOJIBHBIM U HX ceMbsiM? [3]

E1me onuH HepaspelieHHbI BOPOC HOCUT HE TOJIBKO STHYECKHUH,
HO U (unocodckuit xapakrep. UTo MpONU30HAET C YETOBEYECTBOM, ECITU
Ha CBeT OyIyT pOXKIAThCs TONBKO «UeanbHbIe» IeTH, 0e3 KaKHuX-TH00
ouonormueckux ocodbeHHocteil? Eciu mpeactaBuTh, YTO MpEKOHLIEN-
LUUOHHBIA CKPUHUHT BBOJUTCS TIOBCEMECTHO B MaciiTabe Bcel IiiaHe-
THI, 0c000€ 3HaUYeHHE MPUOOpeTaeT NpUHIUI OnopasHoodpasus. Bax-
HOCTb ATOTO NPHUHLMINA MBI MOKEM NPOWJUIIOCTPUPOBATH Ha MpUMeEpe
JOACH C CEepIOBHIHOKICTOYHON aHeMHEH. DTH MAlMEHTHl TSDKENO Te-
PEHOCAT AeULIUT KUCIOPOAA, HapUMep, Iepemeniasick B Topbl. C 1py-
roil CTOpOHBI MyTalus, BBI3BIBAIOIIAS CEPIIOBHIHOKIETOYHYIO aHe-
MHUIO, TIOBBIIIAET YCTOWYMBOCTD K Maisipuu. B CpenuzemHOMOpbe, TIe
Manspus Oblla IIMPOKO PaclpoCTpaHeHa, MYyTalusl CEPIOBUAHOKIIE-
TOYHBII aHEMHUH B CBOE BpeMsl IIOMOraja JIIoJsIM BEDKUTh. B ycmoBusax
MEHSIOUIET0Cs KiInMaTa 0nopazHooOpasue Buia 00yCIIOBIMBACT IIAHC
YelIoBeUYECTBa HAa BHDKHMBAHHME B HOBBIX YCIIOBHUSIX, TO3TOMY HaM Clie-
IYET C OCTOPOXKHOCTBIO OTHOCHUTBHCS K IMEPCHEKTHBE MOBCEMECTHOIO
BHEJIPEHUS TPEKOHIETIIIUOHHOTO CKPUHHHTA.

B nepcnektuBe, eciny NpeKOHUENIIMOHHBIA CKPHHHUHT TPUICT B
peruoHsl Poccun, MBI MOXKEM CTOJKHYTBCS C €I1€ OJHOH CI0KHOCTBIO.
Kaxxnyro mapy, npoxXoZsiiyto Takoi CKpUHHHT, 0053aTebHO JOIKEH
KOHCYJIBTHPOBATh CHEIUATUCT-TEHETUK, MOTOMY YTO HHAuYe JIIOISIM
OyzaeT upe3BbIYAiHO TPYAHO MOHATH, KAK UM 0OpamaTbes ¢ MOTydeH-
Hoii mH(popmanumeii. B Poccun Oompiioit neduuuT Bpaueil AaHHOTO
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npouns — oxono 300 cnenmanuctoB o gaHHBRIM Ha 2023 . Ha BCIO
CTpaHy.

[Toka eqUHWYHBIN OIBIT Bpaueii-reHETUKOB YKa3bIBacT HA 3HA-
YUTEIbHBIE CIIOKHOCTH, C KOTOPBIMU CTAJIKUBACTCS CICIUAIUCT B IO-
MBITKE TPAKTOBKH TOJYYCHHBIX PE3YJIBTaTOB TMPEKOHIICTIIIHOHHOTO
ckpuHuHTa. ClenyeT MONENUTHCS OJHUM M3 CIIy4aeB T'€HETHYECKOTO
TECTUPOBAHUS Y CYNPYKECKOH Mapbl, KOTopasi akTUBHO o0paTuiach 3a
00CIJIEIOBaHHEM B CBSI3U C TEM, YTO OOHAPYKUIOCH AAJIHEE POJICTBO
MEKAY Cympyramu (cempMasi CTereHb pojacTBa). [loTeHIMaIbHbIE Po-
JUTEIH TIPOUCXOIMIM U3 OJTHOTO cejla, U UX IMpajieabl ObLIH POAHBIMHU
Opathsimu. [loaTOMy Cynpyru OECIOKOMIUCH O BO3MOXKHBIX TeHETHYC-
CKUX MpoOJieMax CBOEro MOTOMCTBA. MM OBLIO MPOBEICHO IMONHOJK-
30MHOE CEKBEHHPOBAHHE, B PE3YIhTaTE KOTOPOTO ObLIT BEISBICH BapH-
aHT Hen3BecTHOM 3HauuMocTH B rene SLC34A3, cBs3aHHOM C OIHOM
13 penkux (GopM paxuTono00HOr0 3a00MEeBaHUS — HACICICTBEHHOTO
runoocareMUIecKoro paxura ¢ THIIEPKAIBIIUYPUEH, T KOTOPOTro
HE CymIecTByeT 3(PQEKTUBHOTO NATOrCHETUYECKOro JeueHus. Ilo-
CKOJIIbKY 3a00JIeBaHME KacaeTcsl TOJBKO HAPYIICHUS MUHEpaIu3aIluu
KOCTEeH W HHMKAaK HE 3aTparvBacT IICHTPAJILHYI0 HEPBHYIO CHCTEMY, a
TaK)KE BBISIBJICHHBIA T'EHETHYECKUI BapUAHT HE KIACCU(PHUIIMPOBAH KaK
MATOTCHHBIH, a BCEro JIUIIb KaK BAPUAHT HESICHOI'O 3HAYCHHUS, TO MOCTE
COBETa C BPa4oOM MOTCHIIMAIBHBIC POIUTEIH PEIIMIA HEe 00pamaThCs
3a MPEHATAIBHON WM MPEHMILIAHTAIIMOHHON TUArHOCTHUKOM 3abore-
BaHus y wiona / amOpuona. Tlocie poxaeHus pebeHKa POIAUTETH TEM
HE MCHEE DI MPEBSHTUBHO CIICANTH 32 BO3MOXKHBIMH TIPU3HAKA-
MU TOsiBJIeHUs 3a0oneBaHus. K Bo3pacTy cemu MmecsieB y peOcHKa
MOSIBIUIUCH TIEPBBIC OMOXMMUYECKHE KPUTEPUH 3a00JICBaHUS B BHJIC
MOBBIILICHUST YPOBHS (hepMeHTa mienodHoi ¢ocdarasbl u GocdaroB B
KpPOBH W YBEIIMYCHUS YPOBHsI KaibIys B Mode. CTanio sicHO, 4To 3a00-
JICBAaHHUE MOCTEIEHHO MPOSIBUT C€0S B BHUJE CKEICTHBIX Je(OpPMAIIHid.
HeynoBieTBOpEHHOCTh COCTOMT B TOM, YTO HOCHTEIBCTBO POIUTEIS-
MU JTaHHOH MMaTOJIOTHH OBLIO 3apaHee U3BECTHO, OJHAKO, HECMOTPS Ha
9TO 3HAHME, HE ObUIA SICHA TATOTeHHOCTh JAHHOW KOHKPETHOM MYTaITHH,
1 He ObUTO BO3MOXKHOCTH TIPOBECTH TECTHPOBAHKE IO, TOCKOIBKY Y
TUHEKOJIOIOB IPUHATO OTKAa3bIBaTh B TCHETHYECKOM TECTHPOBAHHM Ha
BapHAHTHI HESCHOW 3HAYMMOCTH. Be3ycoBHO, TO, UTO IETH C AaHHOHN
MATOJIOTHEH UMEIOT HOPMAJIbHBIM WHTEUIEKT U XOPOIIO MCUXHYECKU
Pa3BHUBAIOTCS, SBISICTCS HEKOTOPBIM YTEIICHUEM, XOTS 3a00JIcBaHHE
HAJIOXKHT Ha PeOCHKA ONpeIeicHHBIC (PU3NYCCKUE OTPAHUYCHHUSL.

Heo0xoauMo y4HuTHIBaTh, 4TO JJIs MPOQIIAKTHKH OONiee ITHpO-
KOT'O Kpyra HacJeICTBEHHBIX 3a00JIeBaHU HEOOXOIMMO KOMILUIEKCHOE
TeHETUYEeCKOe 00CIIEIOBAaHHE CYMPYXKECKOW mapbl. ONTHUMAIBEHBIM SIB-
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JSIETCS TIOJIHOAK30MHOE WIIM TIOJTHOTGHOMHOE CEKBEHHPOBAHHE C JI0-
TIOJTHUTEIIFHBIM CeKBEHHpOBaHHEM 110 CeHrepy sl BaJIMIAIMU TIOJTY-
YEHHBIX PE3yJbTaTOB B COYCTAHWUHM C KapUOTHUIMPOBAHHEM, a B psle
CITy4aeB — XPOMOCOMHBIM MUKPOMATPUYHBIM aHAM30M. Takxke cynpy-
raM JI0 TeHeTHYEeCKOr0 TECTUPOBAHUS U MOCIIE HEro HE0OXOIMMO Tpo-
KOHCYJIETHPOBAThCSl C BPAYOM-TEHETUKOM. JTO JIOPOTO#l IyTh, HO OH
JaeT HauboJiee JTOCTOBEPHYIO HH(OPMALIUIO O BEPOSITHOCTH HACIIE.-
CTBEHHBIX 3200JICBaHUil y OyIyIIUX JeTeil B CeMbe.

K xakuM ObI pelieHHusIM He MPUILIHA CIICHUATUCTHI, TPEKOHIICT-
IIMOHHBIA CKPUHUHT TPOJIOJDKUT Pa3BUBATHCS. B CBS3M ¢ 3TUM MHOTHE
Bpaud M y4eHble yOEXKJICHbI, YTO HEOOXOIMMO YACIUTh MaKCHMYM
BHUMaHHS €r0 DTUYECKHM acIeKTaM YKe ceifyac, Ha caMbIX PaHHHX
CTaIMSAX MOBCEMECTHOTO BHEIPEHHs STOr0 HOBOro merona. Hamo mo-
HUMAaTh, YTO B MPAKTUUECKON paboTe C CYNPYKECKHMMHU IapaMu 00s13a-
TEITPHO BO3SHUKHYT CJIOKHBIC M HEOJHO3HAYHBIC CIyYaH, HO CIIEIyeT
HaAesAThCs, YTO MpodeccrHoHabHOE BpauyeOHOE COOOLIECTBO MO Mepe
HAKOIUICHUS ONbITa ¥ Pa3BUTHUs HAyYHBIX 3HAHHH BBIpaOOTacT ompeje-
JICHHBIC MPaBWIa U PEKOMEHIAIMH, KOTOPhIC IOMOTYT Bpady CIIpa-
BUTHCS C TAKUM HOBBIM BBI30BOM COBPEMEHHOCTH, KaK TP EKOHIICIIIN-
OHHBIN CKpPUHUHT.
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E.b. IIpoxopuyk, A.O. bopucosa

CUHTETHUYECKASA BUOJIOI' U
BbI3OBbI UISA BUODTUKU

Annomayus. B rmaBe paccCMOTPEHBI ITHYECKHE MPOOJIEMBI, CBSI3aHHBIE C TEX-
HOJOTUAMHU TC€HOMHOIO PEIAKTUPOBAaHHUS U CO3JaHHsS CHHTETHUYECKUX OpPIaHU3MOB.
INomck onTHMAaNbHBIX PEIICHHI CTaBUT Ieped HayKOH M OOIIEeCTBOM HEOOXOIMMOCTD
Pa3HOILIAHOBOTO OOCYXKICHUS 3THX IPoOJeM, NPEHUMYIIECTBEHHO IPOCTIEKTHBHOIO
xapakrepa. IlepecedeHne Tpagunuii U Mporpecca OLCHUBACTCSA KaK TOUKA 3apOXKICHUS
OOIIECTBEHHOT0 KOHCEHCYCa KacaTeNbHO IMPAKTHYECKOr0 MPUMEHEHUS TEXHOJOTHH
TeHHOM WIKeHepuu B MeauimHe. HekoTopsle mpobieMbl CHHTETHYECKOH OHoIoruu
HaXOAATCS Ha TPAHUIE OMOATUKH U SKOIOTHIECKOI ITHKH.

OO6CcyxaeHne Co3MaHNsl CHHTETHIECKUX SMOPHOHOB YEIOBEKA BHIBOAUT ITHUEC-
CKUl AUCKYpC HAYKU JAJIEKO 3a IIPUBBIYHBIC UCTOPUYECKU ClIOkKUBIIUECA pamku. He-
00XOANMOCT OIICHMBATH TO, YEr0 HHUKOTJA INPEXIEC HE CYIIECTBOBAIO B IIPHUPOIE,
CTaBUT Mepe]] yICHBIMH U OOIIECTBOM CIOXKHYIO 33/1ady ITOMCKA YTHIECKOr0 KOHCEH-
cyca.

Kniouesvie cnosa: cuareTmaeckast OMOIOrys, TeHHAs! HIDKCHEPHS, TEHOMHBIE TEX-
HOJIOTHH, CHHTETHYECKIE YMOPHOHEI, peJaKTHPOBaHNE TE€HOMA YeJIOBeKa, OMOITHKA.

BBenenne

CuHTerndeckass OMOJIOTUSI CETOAHS ATO OrPOMHOE MPOOJIEMHOE
1oJjie, KOTOPOEe HE MCUEPIBIBACTCS TONIBKO CHHTE30M HOBBIX OHOJIOTH-
YEeCKMX CHUCTeM M 00BeKkTOB. Ee 3amaueil sIBIsieTCS CO3JaHUE HOBBIX
OpraHMU3MOB C 3aJJaHHBIMH CBOWCTBaMH M (DYHKIIMSMH, B TOM YHCIIC HE
UMEIOIMMY aHAJIOTOB B JKMBOH NpHpOJE. DTO HANpaBiICHHE HAYKU
BKJIFOYAET B ce0s KOMITBIOTEPHOE MOJCIMPOBAHUE U aHAIN3 JaHHbIX,
CHCTEMHYIO OMOJIOTHIO U METa0OINYECKYI0 HHXKEHEpHIO (IIOCTpOCHHE
HOBBIX T'€HHBIX ceTel) [1].
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BriepBrie 3ToT TepMuH ynoTpeOun ¢paniy3ckuii xumuk Credan
Jlemok B 1912 r. CuHTeTHUYECKas OMOIOTHS UCTIONB3YET METOIOJIOTHIO
CHCTEMHOW Ouonoruu A riyOokod Moau(uKanuu WM pa3padoTKH
HOBBIX OHONOrHYecKux cucteM. [losiBlieHre CHHTETHYECKONH OHOMOTrHH
MIPOM3BENIO PEBOIIONMIO B HICIX U METOAAaX OMOJIOTHYECKHX HCCIIEHO-
BaHUH, MPEIOCTaBUB YEIIOBEUECTBY HOBBIM CIIOCOO MOHMUMAaHHUS KOH-
LENLIUN KU3HU» U U3MEHUB OTHOILEHHS MEXIY UYElIOBCUECTBOM H
MHUPOM TpUPOABL. B oTimume OT TpaguuHMOHHOW OHONOTHH, KOTOpas
MPUMEHSIET MOIX0M «CBEPXY BHH3», IPH KOTOPOM OOBEKT MCCIIE0BA-
HUS CHayajla pacCMaTpUBAETCs KaK IeJI0e, a 3aTeM MOCTEINEHHO Peay-
HUPYETCsl U aHAJIU3UPYETCS MyTeM NEKOHCTPYKLUHH ero dacted u
MOHMMAaHUs B3aUMOCBS3€H MEXIy HUMH, CHHTETHUYECKasi OMONOrus
HCIIOJIB3YET MOJIXOJ «CHHU3Y BBEPX», KOTOPBIH mpeamnonaraetT cOopky
OMOMOITIEKYJT M YacTel crnocoOOM «IOCTPOSHHUS Ul TOHUMAaHHS», YTO-
OBbI IOCTUYb CYTh )KU3HH U BCel IpUpob! [2, ¢. 45-56].

B 3aBucumoctu oT MacmrTaba MCCIeJOBaHWN CHHTETHYECKYIO
OMONIOTHIO MOXHO pa3leluTh Ha TMPOEKTHPOBAHUE TEHHBIX IETei,
MOJTHOT€HOMHBIM CHHTE3 M CO3J4aHUE HCKYCCTBEHHBIX ()OPM >KH3HH.
KoHuenuus reHHpIX Lernel OTTaIKUBAETCsl OT KOHLEHIIMU JIOTHYECKUX
ueneil B WH)KEHEPHH, KOTOpasi IpEeACTaBIsieT co00i Habop KOAMpYIo-
mmx PHK nnu GenkoB, pyHKIMOHHPYIOMMX BHYTPH KJIETOK HITH MEKIY
KJIETKaMH, BBITIONIHSST HEKOTOPYIO JJOTMYECKYIO (DYHKIIHIO.

Ilo muenunto MccnenoBaTenbckoro coBera amepukaHckoir Ha-
IUOHANBHON aKaJeMHH HayK Mo OMO3alIuTe B BIOXY CHHTETUYECKOU
OMONIOTMH, CHHTETHYECKHE OMOTEXHONOTHH MOXXKHO ONpPENEeTUTh Kak
obecrieunBalonIe TEXHOJOTHH, pa3paboTaHHBIE A TOCTHIKEHHS
LUKJIa <IIPOSKTUPOBAHUE — COOpKa — UCIIBITAHME», KOTOPBIH BKIIOYaET
KaK TEXHOJIOTMH, CHEUUAIbHO pa3pabOTaHHbBIC Uil CHHTETUYECKOU
OMONOruM, TaK M TEXHOJIOTMM, MHTETPUPOBAaHHBIC B TPaIUIIMOHHYIO
ouorexnomnoruio [3].

KitoueBoil Bexoil CHHTETHYECKOH OMOJIOTMH MPHHATO CUUTATH
2008 r., xorma yuensie u3 Uucturyra Kpelira Benrepa Hay4miuch
XMUMUYECKUM CIIOCOOOM TOCIEeN0BaTENFHO COOMpPaTh TEHOM OaKTepUH
MUKOIUTa3Mbl. Tak Oblia BIiepBbIE CO3/1aHa TOJHOCTBIO UCKYCCTBEHHAs
JHK. B 2010 r. Toii ke KOMaHI0H y4EHbIX TEXHOIOrus ObL1a Jopado-
TaHa J0 CO3AaHUs MOJHOTO0 OpraHM3Ma paHee He CYIIECTBOBAaBIICH B
npupoze d6akrepun Micoplasma micoides JCVI-syn 1.0.

B 2012 r. Opina co3gana mepBast Gu3MUYEcKas MOAETb MHUKO-
I1a3MBl, B KOTOPOW HM300paXKeHBI Bce OEIKH C UX MPOCTPAHCTBEHHOM
CTPYKTYpOH, oToOpaxkeHsl 3akoHoMepHocTH permmkanuu JJHK no da-
3aM KJIETOYHOT'O LIUKJIA.
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CeronHs CHUHTE3 TEHOB IIPOUCXOIUT B TMOJYaBTOMATUUYECKOM
peXHME, TO €CTh CHayaja B KOMIIBIOTEPHON MporpaMmMe 3aJaroT Mo-
CJIeIOBATENIBHOCTh HYKIEOTHIOB, 3aTE€M 3a/JaeTCi aBTOMAaTHU3UPOBAH-
HBI JU3aifH, TOCNIE Yero CHENUAbHBIA POOOT COOMpAET TOT TeH U
BBOJWMT B JKUBYIO KJIETKY. [Ipupoga He TONbKO mpeoOpasyercs, HO U
CO3JaeTCsl pyKaMU YYEHBIX. |'€HHO-UHXKEHEpHBIEC MOAXOAbl MOTYT Me-
HATh (DU3HOJIOTHIO KIIETKH, MHOXECTBCHHO W3MEHSS PEryisSTOPHBIC
MOCIIEIOBATENbHOCTH T€HOB WJIM 3aMEHsSISI MPUPOIHBIC YaCTU I'eéHOoMa
Ha CUHTETHUYECKHE.

AmOuIMK uccnenoBaTelel U MHTEPECHl O0IEcTBa 3/1eCh CILIe-
TalTCS B MHOTOIUTAHOBKIN aucKypc. [lomoOHbIe OnoTexHomoruu B Oy-
IYIIEM MOTYT TIOMOYb IMPEOJOJIETh Tepeaauy OMacHBIX 3a00JICBaHMUI,
MPOU3BOANTE JKOJOTMYHBIC BHJBI TOIUIMBA WM OYMINATH CTOYHBIC
BOZBL. B TO e Bpemsi BMEIIaTeNbCTBO B FTEHETUYECKIE JIMHUU U CO3/1a-
HUE HOBBIX OPT'aHU3MOB BEI3BIBAET OMACEHUS HEOOPATUMBIX H3MCHEHUI,
KOTOpbIE MOTYT 3aTPOHYTh BcE dYeloBedecTBO. Hampumep, cosmanue
HCKYCCTBEHHBIX BUPYCOB, HECOMHEHHO, HECET B ceOe OONbIle HaaeK bl
Y OMaCHOCTH.

JTUYecKOe U3MepeHue

CunreTnyeckast OMOIOTHSI UMEET JIBa TII00AIbHBIX HAIPABICHUS —
3TO PEJAKTHPOBAHHUE CYIIECTBYIOLIETO F€HOMA JKUBBIX OPraHM3MOB U
CO3JJaHME HOBOTO T€HETHYECKOTO KOJIa, TO €CTh HOBOM CHCTEMBI 3aIlu-
cu HacnencrsenHod nHpopmannu B JJHK, nporpammupyromeii Oenku
W aMUHOKHUCIOTHL. J[pyrMMU CIOBaMH, y4eHBIC MHUINYT HOBYIO «HH-
CTPYKILHIO», COIJIACHO KOTOPOW KJIETKAa HauWHaeT (yHKIMOHUPOBATH
TaK, KaK HUKOTAa He OBbIJIO B IPUPOJIE.

OTHueckue MpoOIeMbl CHUHTETUYECKOW OHONOTHH BKIIOYAIOT
W3MEHEHUE WM HCTOLICHHE OKpY>Kalolled cpelbl, KOHKYPEHLHUIO C
MECTHBIMH BHJaMH, TOPU30HTAIBHBIA MEPEHOC I'€HOB, MAaTOTCHHOCTD
WM TOKCHYHOCTB, OMOTEeppOpr3M U JabopaTopHyto 0M0OE30MacHOCTb.
Bce 3tu npobnemsl TpeOyroT BEIpaOOTKH STHYECKUX M MIPABOBBIX Me-
XaHU3MOB PeryJHpOBaHuUs, T.K. Ha CETONHSIIHUN JAeHb OAHO3HAYHBIX
OTBETOB O TPaHHLAX JIOMYCTHUMOTO B MPUMEHEHUH TeHHO-UH)KEHEPHBIX
TEXHOJIOTUH HeT.

VYueHble CTPEMATCS K OTKPBITHSIM, a OOIIECTBO IUKTYET CBOH
oxuganus. ECTh TeXHOJIOrHH, KOTOPbIE HHTEPECHBI U CIIOPHBI C TOUKU
3pEeHUs 3TUKHU, HAIPUMED, PEOaKTHUPOBaHKE TeHOMa SMOPHOHOB YeNo-
BEKa, HO OHHM HE 3aTPOHYT BCIO YEJIOBEUECKYIO MOMYISALHUIO, AAXKE €CITN
OyayT pa3peuieHbl 3aKOHONATENbHO, a €CTh TEXHOIOTHH, TTOCIEACTBHS
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KOTOPBIX MOTYT 3aTPOHYTh >KM3HM MWIJIMOHOB JIIOJIEH — HamlpuMep,
CO3/1aHNE€ CUHTETUYECKUX BHPYCOB.

VY Kaxa0i TEXHOJIOTHH €CTh ABa U3MEPEHUS — TEXHOIOTHYECKOE
U conMorymManutapHoe. W Bce, 4To Kacaercss JOCTUKEHUM CUHTETHYE-
CKOW OMONOrMM B HACTOSILEES BPEMsl, HAXOAUTCS Ha CTaJUH TEXHOJO-
THYECKOH, TO €CTh M3y4eHusl (PAaKTUUYECKHX BO3SMOKHOCTEH M PHCKOB.
W numpb xoraa 3TOT CHEKTP BOMPOCOB OYIET 3aKPHIT, YUCHBIE CMOTYT
CMEJIO CKa3aTh, YTO TEXHOJIOT U HaieKHa, TIpefcKazyeMa 1 0e30MmacHa,
TOr/Ia MOJKHO OYZET MepeXxOoAnuTh K TYMaHUTAapPHOW DKCIIEPTH3E, BBIHO-
CUTb TEXHOJIOTHIO Ha CyJ OOILIECTBEHHOCTH M PElaTh BONPOC O AO-
ITyCTUMOCTH €€ MPaKTUIECKOT0 IPUMEHEHHUSL.

Tak mpoucxonuT, HalIpUMEP, C PEAAKTUPOBAHUEM F'€HOMaA M-
OpuoHOB yenoBeka. OOmeMupoBasi MpakTUKa 3alpera Ha MEpeHoc
OTPENaKTUPOBAHHBIX AMOPHOHOB C LIETBIO JETOPOXKACHHUS dTHUECKU
olpaB/iaHa U, BEPOSITHO, OyJeT NPUMEHSITHCS ellle AOJT0 B CUIY 00b-
€KTUBHOI'O HEIOCTAaTKa JOCTOBEPHBIX JAHHBIX TEXHOIOTMYECKOro 3Tara.

Tpanuuum u mporpecc B MOMCKe ITHYECKOT0 KOHCEHCYca

[IpobGnema coBpeMeHHOro OOIIECTBa 3aKIOYaeTCs B TOM, YTO
TpPaJUIMOHHAS MOpajb HE MOXKET OTBETUTH Ha TE BBHI3OBBI, KOTOPHIE
MOpOXKJaeT mporpecc OumoTexHojoruid. B pesynpraTe Bo3HHKaeT 3a-
MPOC HA HOBBIE MEXaHWU3MBI U COLMOTYMAaHHUTapHYIO SKCHEPTHU3Y, TO-
3BOJIIIOLIYIO COTIIACOBATH MO3UIIUH Pa3HBIX COLMATIBHBIX aKTOPOB.

OxumaHusi MEOUIIMHCKOTO cOO0IIecTBa W OOLIecTBa B LIEIOM
CBSI3aHBI C PELICHHEM, HAaIpUMep, TAKUX BaKHBIX 3a/ad, Kak Mpodu-
JIAKTHKa HACJIEICTBEHHBIX 3a00NeBaHN, pa3paboTKa IepCOHATN3UPO-
BaHHBIX BCIIOMOTaTEbHBIX PEMPOAYKTHBHBIX TexHONOTrui. OgHako
PETPOAYKTUBHOE HCIOIB30BAHUE MOIU(PHUKAIIMY TEHOB 3apOABIIIECBOI
JUHAW YeJIOBeKa MOJBEPriioch KPUTHKE IO IIUPOKOMY CIIEKTPY OHO-
MEIMIUHCKUX U OMOSTHYECKUX NMPUYMH, BKIIOYas HapylIeHUE ecTe-
CTBEHHBIX U OOKECTBEHHBIX 3aKOHOB, HENOIMPAaBUMBIE PUCKU AJIS TIO-
TOMCTBa ¥ OyAyIIMX MOKOJIEHUH M Cephe3HbIE COLHATbHBIE TIOCTEACTBUS
HEOEBreHMYECKUX MOAXO0I0B U MOMBITOK HCKYCCTBEHHOTO YIyYIICHHS
yenoBeka [4, c. 46-56]. Ha 3Tux mo3unusx ocHOBaH MEKIYHAapOIHBII
KOHCEHCYC, 3alpelarolnil peaakTupoBaHue YSMOPHOHATILHOTO TeHOMA
YeIOBEKa B PENPOIYKTUBHBIX LEISX.

B ocHOBe maHHOrO AMCKYypca JISKHUT IPUHLHUI IPEAOCTOPOKHO-
ctu. [lo MHeHHIO pAga aBTOPOB, 3TOT MPUHLUI UMEET pa3HbIE TPak-
TOBKH, @ IMEHHO NO3UTHBHBIC U HeraTHUBHbBIC. [I03UTHBHAS TPaKTOBKa
3TOT0 MPUHIUIA MPEANUCHIBACT NpaBUiia MPUHATUS PELICHUH mepen
JUIIOM MOTEHIIMAIFHO CEPhE3HBIX YIPO3, @ HEraTHBHAS HANpaBlieHa Ha

175



TO, 9TOOBI HE OTKa3bIBAThCS OT MEP MPEIOCTOPOKHOCTH, JaXKe eCIU
yrpo3a HeoueBUHa. HeraTuBHas TpaKTOBKA NMPHHIMIIA TPEIOCTOPOXK-
HOCTH HE COJICPKUT YTBEPAUTEIBHBIX 3asiBICHUII O TOM, KOTJa CIey-
€T MPUHUMATH MEPBI MPEIOCTOPOKHOCTH — OTKAa3 OT MPUHSITHUS TaAKHX
Mep MPOCTO OTBEPraeTcsl.

[TpuHIMT TPETOCTOPOKHOCTH — ITO KOHIICHIIHS, ONpPEACIISIO-
I1asi IpaBHUiIa BEIOOPA B MPHHATUY PELICHUH, TPU3BaHHAS TIOMOYb BBI-
OpaTh HaWIy4IIMid 00pa3 ACHCTBUH, a TAKKe ONMPEACISIONIast IPOLIECCHI,
KOTOPBIM JIOJDKHBI CJI€I0BAThH MOJUTHKH TPH MPHHATHA PHCKOBAHHBIX
peuteHuid. [TpHHIUIT MPEIOCTOPOIKHOCTH PACCMATPHBACTCS KaK Ipa-
BUJIO BeIOOpa [5, €. 49-59].

JIrobGast OMOTEXHOJIOTHS PaHO HIIH TIO3/THO CTAIKUBACTCS C OXKH-
JTaHUSIMU OOIIECTBA, U TCHHAs MH)KCHEPUsS B JAHHOM CIIy4ae OKa3bIBa-
€TCsl BOBMOKHBIM MHCTPYMEHTOM CO3JaHUSI OMOJOTHYECKOM DJIHUTHI —
MCKYCCTBEHHO CO3JJaHHOM TIOITYJISILUY JIFO/ICH, KOTOpbIe OyIyT JOJbIIE
’KHUTh, MCHBIIIE OOJIETh M 00JIa1aTh JOCTYIIOM K MEPEIOBBIM TEXHOJIO-
rusM. Bce 3To TpeOyeT He TOIbKO MaKCHMAJIBHOM TEXHOJOTHYECKOM
OTTOYKH, HO ¥ COOTHECCHUS C KYJIbTYPHBIMH KOJAaMH OOLIECTBA, B KO-
TOPOM paccMaTpuBaeTcs ee MpaKTUueckoe npumeHenue. K Bompocam
TEXHOJIOTHYECKUX PHCKOB, KOTOPHIE IMOKA OCTAIOTCS OTKPBITBIMHU, OT-
HOCSITCSI: HEOOpaTHMOCTh MPOLENYPhl PENaKTUPOBAHUS T€HOMA, He-
crienM(UUecKue M HEMpeJIHaMEpPEHHbIC T'eHEeTHYECKUEe MOANU(DHKAIINI
(ot d-Taprer), a Taxke OTJATCHHBIC TIOCIEACTBUS, B TOM YHCIIE VIS TO-
TOMKOB.

['oBOpss O MNpPaKTUYECKUX AacMeKTaX TEeHOMHBIX TEXHOJOTHIA,
Ba)KHO OTMETHUTB, YTO HanOoJee aKTyaJbHBIMU JJIsI CHCTEMBI 3paBo-
OXpaHEHUs SIBIISFOTCS HE MAJOM3YyYCHHBIE BO3MOXKHOCTH PEIaKTHPO-
BaHMS M CHHTE3MPOBaHMS F€HOMA YEJIOBEKa, Ha KOTOpPHIC YHIYT TOJIBI,
a TporpaMMbl NPEKOHLCIIUOHHOTO CKpUHUHTA. [IpeKoHIIenInOHHbIH
CKPHHHUHT — 3TO HACYIIHasl pealbHOCTh, KOTOPYIO MOXKHO PEan30BaTh
B 0003pUMOH TEPCHEKTUBE. JTOT BOMPOC OYEHb aKTyaJeH JUIsl HEeKo-
TOPBIX ATHOCOB U PETMOHOB B LEJSAX MPOPHIAKTUKH TSHKEIBIX TCHETH-
YeCKHX 3a00JIeBaHUM, PaCIPOCTPAHEHHBIX B MOMYISIHHU. [IpekoHIern-
IIMOHHOE T'CHETHYEeCKOE TECTUPOBAHHE HA HOCHTEIBCTBO HAXOAUT
OOJBIIMI OTKJIMK B OOILIECTBE, B TO JK€ BpeMs BO3pacTaeT MHTEpPEC K
UCCJICOBAHUSAM 10 PEIAKTHPOBAHUIO M CHHTE3MPOBAHUIO YElIOBEYE-
CKHX SMOPHOHOB, KOTOPBIC CTaBSIT MHOYKECTBO BOIPOCOB STHYECKOTO
HOPSAKA.

OmaceHusi B OTHOIICHWW INUPOKOMACIITAOHBIX ITOCIEICTBHMA
OMOTEXHOJIOTHI CTAJIM OCOOCHHO aKTYaJIbHBI B CBSI3U C JJOCTH)KCHHSMHU
10 MPeoOpa30BaHUI0 COMATUUECKUX KIIETOK B TOsoBbIe [6]. Mcmomnb3o-
BaHUE TaKUX CHHTCTHYCCKHX TaMeT IO3BOJIMIO Obl UMETh I'CHETHYCCKU
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POAHBIX JeTeil He TONBKO OECIUIOAHBIM JIIOASAM, HO M, HAIPUMED, OH-
HOKHM JIIOJSIM, YTO CaMo IO ce0e BBI3BIBAET MHOKECTBO BOIPOCOB C
TOYKHM 3pPEHUs STHKH. Bce 3To co3maer pucku paccioeHus: oOmiecTBa
MO TEHETHYECKUM IPU3HAKaM, a TakKe (PYHKIMOHAIGHBIM POJISIM — Ha
«3aKa34MKOB» M «HCIIOJHUTENENH», KOTOPHIE MPUBENYT K YCHUJIEHHUIO
COLIMAIBHOTO HEPaBEHCTBA.

B uione 2023 r. B OputaHckoil razere «lapauan» MOSBHIOCH
COO0ILEHHE O CO3JaHHMU TEPBBIX CHHTETHYECKUX MOJENCH 4eloBeKa.
CuHTeTHYeCKHH 5MOpPHOH Teleph MOXKHO CO3/aTh M3 OUYEHb PAaHHHUX
Npe3MOPHUOHATBHBIX KIETOK — 0e3 HEe0OXOAMMOCTH HCIOIb30BAHUS
SULEKJIETKH WK criepmaro3onsa. [lepBoHayanbHO OHU OBUTH CO3/IaHBI
B DKCIIEpUMEHTaX ¢ MbllamMu. CHHTETHYECKHE YeTOBEUECKHe SMOPHO-
HBI, WM CHHTETUYECKUE YEIOBEUECKHE CYIIECTBa C IMOPHOHONON00-
HBIMH OCOOEHHOCTSIMH, CO3JAI0TCS U3 MPEIMOPUOHATBHBIX TLTIOPHIIO-
TEHTHBIX CTBOJOBBIX KJIETOK [7]. DToT cimy4ail Obu1 HazBan B CMU
«HayKoM, onepexaromeil 3TuKy». Oka3anock, YTO HEYTO BO3MOYKHOE C
Hay4YHOW TOYKU 3pEHMsI HaXOAUTCA 3a IMpefesiaMy MIPaBOBOrO PEryiu-
POBaHUS U IPUBBIYHOTO IOHUMAHUSI.

[TockonbKy y HHMX TEOPETHMUECKHM HET NMOTEHIMala BBIPACTH B
KHU3HECIIOCOOHBIE OPTaHM3MBI, C IOPUAMYECKON TOYKH 3pEHHS 3TU CY-
LIECTBAa HE CUMTAIOTCS SMOPHOHAMHU. A TIOCKONIBKY B €T0 CO3/aHUU HE
YYacTBYIOT SHIEKIIETKa M CIepMa, TEXHMUYECKH DKCIEPUMEHTHI Ha
CHUHTETUYECKOM 3MOPHOHE BBIXOJAT 32 PAMKH OyKBaJbHBIX OrpaHUYe-
Huil 14-nuesHoro moparopus. Hanpumep, B CILIA Her criennaibHOTO
3aKOHA, PeryJIHpyIOIIEero Takue UcciaeoBaHusl — IpocTo deaepaabHOe
MpaBUTENLCTBO He OyneT (mHaHCcHpoBaTh uccienoBanusi. Ha cero-
JHSITHUN JIeHb OONBIIMHCTBO, eciu He Bee yueHnble CIIA, cobmoaaroT
JI0OpOBONBEHBI MOPATOPH, HO OBITH a0COIIOTHO YBEPEHHBIM B 3TOM
OrpaHMYeHNH HEeBO3MOXkHO. B BemukoOpuranun Komuccus M. Yop-
HOK CTpOTO 3amlpeTwiia SKCIIEPUMEHTHl HaJl YeIOBEYECKUMHU 3MOpHO-
Ham# Bo3pacTtoM Oosiee 14 nHel, ogHaKko B mpeaeiax 3TOro Cpoka 3a-
MIpeTa Ha DKCIIEPUMEHTHI HET.

U3 nByx y4eHbIX, COOOIIUBIIMX O MPOPHIBE B OONACTH CHHTE-
TUYECKHX SMOPHOHOB 4YellOBeKa, OIUH Obul u3 BemukoOpuranuwy,
npyroit — n3 MHcrutyra Beiinmana B Uszpaune. B apyrux crtpanax
TakMe HCCIEOBAHMS KAaTErOPHMYECKH 3allpelieHbl. MexTyHapoaHoe
00IIECTBO UCCIEIOBAHUN CTBOJOBBIX KJIETOK COBETYET CMSTUUTH 3a-
MpeT B KaXJA0M KOHKPETHOM CIIydae, €CIM MOXHO JOKa3aTh BECKYIO
Hay4yHyl0 NPUYMHY €ro ucrnoib3oBaHus. Iloka HUM ofgHa cTpaHa He
MPUHSIIA 3TO MpaBuio. TakuM 00pa3oM, AUCKYCCHSI BOKPYT CHHTETH-
YeCKHX dMOPHOHOB BBIXOAUT LIMPOKO 32 PAMKH HPUBBIYHOTO Kpyra
3THYECKHUX BOIIPOCOB.
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Bpuranckuit ¢unocop M. Apuapa muiier B Onore Ha caidte
Haddunackoro cosera mo 6mostuke: «lccneqoBaHusi ¢ UCIONIb30Ba-
HUEM TakuX SMOPHOHOB MOTEHIHAJIBFHO MOTYT MPHHECTH OIPOMHYIO
MOJIB3Y AJISl TIOHMMaHUs CTaJuu “‘4epHOro sIuKa” »MOPHOHAIBLHOTO
pa3BUTHA, TEM CaMbIM CHW)Kas PUCKH HEYJa4HOH OepeMEeHHOCTH M
yIy4Inasi ToKa3aTeaH 310POBbs MIIAJICHIICB.

OpHako OOBSBICHHE O HOBOM Pa3BUTHU TOPOOWIO HEKOTOpHIE
Oecrosie3HbIe TUIIEPOOIIBI U BBOJAIIME B 320y KaeHue 0000mmeHus. Kak
U B cilyyae C JIIOOBIMH HOBOCTSIMH, KacCalOIIMMHCS BOCIPOM3BOJCTBA
YelIOBeKa, HEKOTOPhle KOMMEHTATOPBl BBIPAXKAIOT O0OECIIOKOEHHOCTD
1o moBoAy “urpsl B bora” m TOro, Kak Mbl Telepb MOXKEM IepenaTh
Jap 4elnoBeUYecKOW >Ku3HU. M OyayT pasMbIIUIATE O MpEeKpalieHun
MOJIOBOT'O pa3MHOXKEHHs. Ho MO>KHO BO3pa3uThb, 4TO MBI TOAaMH “Hrpa-
em B bora” ¢ meguuuHOM, mpoaieBas KU3Hb U yCTPaHssl pazInyHbIe
NpUYUHbI cMepTi» [8].

Uro kacaercsi MOPaJILHOT'O PEryJUpOBaHUsA, TO T€ )K€ KOHLIEI-
OUU U MOpajbHble TpeOOBaHUS, KOTOpPBIE MOCTYKHIM OCHOBOW st
noknaga M. YOopHOK 00 HCKYCCTBEHHOM OIJIOZJOTBOPEHHUU U MCCIIENO-
BaHHAX dMOpHoHOB [9], Bce emie akTyanbHbl. [1o cyrn oHM KacaroTcs
TOr'0, KAaKOH MOpaJIbHBIN CTaTyC ClIeNyeT MPUCBOUTH TPYIIaM KIETOK,
KOTOpBIE MOTYT Pa3BUTHCS B UENOBEUECKHE YKU3HH, U UTO CIEAYeT U3
MPUCBOEHHS TAKOTO CTaryca. McciienoBarenb CUMTAET, YTO YelloBeye-
CKHI 3MOPHOH MMeeT «0cOOBI» CTaTyc, M 4TO 3TO «Bompoc (pyHaa-
MEHTAJIBHOTO MPUHIHUIA, KOTOPBIH JOIKEH OBITH 3aKPEIieH B 3aKOHO-
natenscTBe». [I. Apuapa HasbplBaeT MO3UIUI0 M. YOPHOK MHOMBITKON
MPeoaosIeTh MOpalbHbIE Pa3HOINIachs M HalTh OanaHCc mparmarude-
CKHMX, HAYYHBIX U MOPaIbHBIX TOYEK 3peHus. Takum oOpa3om, TUCKycC-
CHsI BOKPYT' CHHTETUYECKUX SMOPHUOHOB Ha CETOAHAIIHUN JEHb MOXKET
OBITH OXapaKTEpH30BaHa KaK MOMCK dSTHYECKOT0 KOHCEHCYCa.

Ecnu paccMoTpers MO3MLMM PENUTHO3HBIX HHCTUTYTOB, TO Ha-
Omomaercs Mo3anyHas KapTUHA. B OTHOWICHWH CHHTETHYECKUX HSM-
OpHOHOB HM OnHA KOH(eccus MOoKa He BbIpaboTaia AeKJIapaTUBHBIN
JOKYMEHT, a BBICKa3bIBa€Mble MHEHHUS MOT'YT paccMaTpuBaTbCA Kak
TEONIOryMeHbl (0OTrOoCIOBCKOE MHEHHE, He sBIsitoleecs o0Ieoossa-
TEIBHBIM).

[Mo3ummst KaTOMMYECKO# LEPKBU B OTHOLIEHUH JIIOOBIX HCCIIENO-
BaTEIbCKUX MAHMITYJISILUM ¢ SMOPHOHAMH YEIOBEKa OAHO3HAYHO OTPH-
HaTenbHasg, T.K. COIVIACHO JOrMaTaM >KM3Hb HAaYMHAETCsS C MOMEHTa
3a4aThsi U MOTOMY CUMTAaeTCsl HEPUKOCHOBEHHOW Ha JIIOOOM 3Tare
pasutus [10, ¢. 77-81]. KinonupoBaHue M pemakTHpOBaHHE IeHOMa
YelnoBeKa He 0JOOPSIOTCS KaTOIMYEeCKON epKoBbIo. UTo Kacaercs uc-
KYCCTBEHHOTO CHHTE3MPOBaHMs, TO OPHULIHATIBHON MO3UIIUHU MOKa HET,
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OJJTHAKO HEKOTOpBIE aBTOPHI OAYEPKUBAIOT, YTO BIACTh YEIOBEKA HaJ
MPUPOAOH HE JOIKHA PACTIPOCTPAHATHCS HA APYTHX JIOJEH, a 3HAUHT,
WCCIIEIOBaHUsI, KOTOPBIE MOTYT MPUBECTH K MaHUITYJIUPOBAHUIO YeJ0-
BEUECKOH KHM3HBIO HJIH Yrpo3e eif, He omoOpstores [11].

[o3umust TpaIUIIMOHHOTO MClaMa HE CTOJb KaTeropuyHa, T.K.
COTJIACHO MIApHATy MOHSATHA <KH3HB» W <IOTCHIUAIbHAS KU3HDY
NPUHOUIHAIBHO PAa3JIn4aroTcs, CIEIOBATENbHO, SKCIEPUMEHTHI C
SMOpHOHAMH JOIYCTHMBI, HO JOJDKHBI OBITH CTPOT'O OTPaHUYEHBHI.
Haunbonpme onaceHuss MycyibMaH CBSI3aHBI C TPAHCTYMaHHU3MOM H
Yrpo30i TpaguIIMOHHBIM CEMEHHBIM LIEHHOCTSIM BCJICJICTBUE M3MEHE-
HUSI PENPOAYKTHBHBIX crieHapues [12].

B nacrosmee BpeMsi y penmuruo3Helx KoHgeccuid B Poccum Her
YeTKO CPopMyTHPOBAHHONW TOUYKU 3PEHUS HA CHHTETHYECKHE SMOPHOHBI.
[IpencraButens Pycckoil mpaBociaBHOM LiEpKBU MpoToHnepell Amek-
canap AOpamoB B 3¢upe Tenekanana «Poccust 24» HazBan 3KcIepu-
MEHTHI C YMOPHOHAMHU HIYIIUMHU «0e3 SICHOr'0 M YEeTKOro IUIaHa, C UT-
HOPHPOBAHUEM JTHYECKUX ONACCHWH» M OTKAa30M IMPHHUMATh IUIaH
Boxuii. [To ero MHeHHIO, HanbOoJee BaXXHON TPOOIIEMOH SIBISICTCS HE-
BO3MOXKHOCTD TpEICKa3aTh MOCIEACTBHS BBUIY Majoro OMbITa HAOJIO-
JEHUH.

Poccuiickue nmuaepsl ucnama u Oyanu3ma Mo AaHHOMY BOIPOCY
MyOIMYHO HE BBHICKA3bIBAJIHCH.

Cunre3upoBanue 0akTepuii 1 BUPYCOB. PUCKH H MOJIb32

CoBpeMeHHasi CHHTETHYecKast OMOJIOTHs CTOMT Ha MOPOre co3/a-
HHSI UICKYCCTBEHHBIX BUPYCOB M OakTepuil (OakTepnogaroB) ¢ 3apaHee
3aJaHHBIMHA CBOMCTBaMH, KOTOpBIE OYyAyT NMPEBOCXOAMTH MPUPOAHBIE
¢aru. B gactHOCTH, IJs1 MEOULMHBI 3TO MMEET MEPCIEKTUBHI B Ipe-
OJIOJICHUH aHTHOMOTHKOPE3UCTEHTHOCTU. CHHTE3MPOBAaHHBIC BUPYCHI
MPUMEHSIOTCS U1l OOphOBI ¢ UH(PEKIMOHHBIMU OONIE3HSIMH, BBI3bIBAC-
MBIMH CHHETHOMHOM MaNOYKOH, 30JI0TUCTBIM CTa(pUIOKOKKOM H Ap., a
TaKXe B 00J1aCTH OOIECTBEHHON 'MTUEHBI, HalIpUMep, CHHTE3UPOBAH-
HBIe OakTeprodaru ajst 60psObI ¢ XOIEPHBIM BUOPHOHOM, HEpCUHHEH
u knedcuemion. Pa3pabaTeiBasi reHHO-MOAM(UIIMPOBaHHBIE OAKTEPUH,
WCCIIeIOBATENIN YCIEIIHO CO3/ali >KUBBIE LIEIbHOKIIETOUHbIE ONOCEH-
COpBl C HaJIEKHBIMH TEHETHYECKUMH UEMSIMH, KOTOPBIE MPULEIHEHO
00HapYXHMBAIOT M aTaKylOT MH()EKIIMOHHBIE areHThl U TaKUM 00pa3oM
YCTPAHSIOT CBSI3aHHBIE C HUMH MATOJIOTHH.

B Hacrosmee Bpemst B8 Poccun 8 HUU cuctemHuoii Guonoruu u
MEIMLIMHBI TPYNIION y4eHbIX moJ pykoBoactsoM B.M. I'oBopyna mo-
CTUTHYT pE3yJbTaT IO CHHTE3UPOBAHUIO FTEHOMA XOJIEPHOro Bubprodara
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N4 [13]. Coopka mopsiaxa 40 000 map ocxoBanuii IHK mponsBoautcs
Ha KyJIbTYpe IPOXOKEH XMMHYECKHM CIIOCOOOM U3 OJMTOHYKJICOTHIOB.
[onyuennsie (aru UMEIOT CBOKMCTBA, MO3BOJSIONINE MX HCIONB30BATH
111 OOpBOBI C XOJIEPHBIM BUOPHOHOM, YTO MOYKET UMETh PAKTUIECKOe
MPUMEHEHHUE IS O0IIeCTBEHHOW TUTUEHBI.

Hexoroprle TEXHONIOrMM YK€ BOLUIM B LIMPOKOE NMPHMEHEHHUE,
OIHOH M3 HHUX CTaJio cOo3/laHue OaKTEepUH C 3apaHee 3aJaHHBIMHU CBOM-
crBamu E. coli, koTopas Moker oduIaTh BOJOEMBI U BBIpaOaTHIBAThH
TormBo. ['pynna yuenslx, Bosrinasisiemas Ixonom JlaBom, B 2013 1.
cMellaja TeHbl HECKONBKUX Pa3lM4HbIX BUAOB OAaKTEpUil M BHEIpHIIA
ux B E. coli, ucnonp3oBanHyto B skcriepuMenTe. Kaxplii U3 9TuX Te-
HOB KOAMpPYET OmpeneieHHbIe PepMEHTHI, TOITOMY, KOTAa I'eHbl BBO-
nsrest B E. coli, Gakrepun npuoOperaroT criocoOHOCTh CHHTE3UPOBATH
HYyXHbIE (pepMeHTHI. B pesynpraTe oHM Takxke MproOpeTaroT crnocoo-
HOCTb BBINIOJHATH T€ € METa0OINYEeCKHE PEaKLUUU, KOTOpPBIE STH
(epMEHTHI BBIIONHAIOT B KOXJOM M3 BHIOB OakTepuii-goHOpoB. [lo-
Jy4deHHas IMyTeM Takoro MH)XKWHUpWHra Oakrepusi mpuooOpena ¢yHK-
LHUIO TIepepadOTKU KHUPOB U3 MUTATENBHON Cpelbl B YIIEBOABI, KOTO-
pBI€, B CBOIO 04Yepeib, SBISIOTCS OCHOBOM OHMOTOILIMBA.

Korga cosmaercst HOBBIN T€HOM, OH CHHTE3HPYETCs TaK, YTOOBI
HayaTh paboTaTh IO HOBBIM HMPHHLUIIAM. JTO CIOKHASI MaTeMaTHYeCKas
3amava. CunresupoBanue JIHK co3zmaer mpuHIMIMAIEHO HOBBIE BO3-
MOXXHOCTH, KOTOPBIE OTPaHUYEHBI NPH PEJAaKTHPOBAHUH YXKE CYIIEeCT-
BYIOILIETO I'€HOMa, YTO 00OCTPSIET ITHYECKYIO IUCKYCCHIO BOKPYT HUX.

Hanpumep, uccnenoBanusi, B pe3yibTaTe KOTOPHIX CHHTE3HPY-
IOTCSI HOBBIE IITAMMBI BUpYCa I'PHUIIINA, BBI3BIBAIOT dTHUECKHE MPoOie-
MBI U3-32 PUCKa TOTO, YTO CIy4allHBIA BEIOpOC U3 1ab0opaTopuu MOXKET
MPUBECTH K OOIIMPHOMY MM JAa)e TI00albHOMY paclpOoCTpaHEHHIO
BUpyJeHTHOro naroreHa [14, c. 901-908]. Dtuka OHOMEIUIIMHCKHX
WCCIIEZIOBAHUH B OCHOBHOM COCpPEAOTOYCHA Ha MCCICAOBAHMAX Ha
JIOASAX, B TO BpeMs Kak BOIpocaM 0Mo0e30MacHOCTH B OTHOILIEHUH CITY-
YaiiHBIX MHPEKIUH yIeIsUI0Ch MaJlo BHUMAHUS, T.K. OHU paccMaTpUBa-
JUch 1o OoNbIIeH YacTH Kak mpobiema TMrHeHbl TpyAa. Mccienosa-
HUS TI0 CHHTE3Y HOBBIX T'€HOMOB C 3a/IaHHBIMH CBOMCTBaMU SIBJISIIOTCS
MPUMEPOM HEOOJBILIOTr0, HO BAXKHOT'O KJIACCa HCCIIENOBaHHM, B KOTOPBIX
pHUCcKu OMOOE30MacHOCTH YIrPOXKalOT MOMHUMO CaMHX HCclienoBarterneit
Takke oOmecTBeHHOMY 370poBbio. B CIIIA mnpu uccrnenoBaHuu
mramMmoB rpunma B 2014 1. BcTanm BOmpoc O IOMYyCTUMOCTH OTKPBITO
myOJIIMKOBATh MOJyYeHHbIC JaHHBIC, T.K. HOBbIE BUPYCHI MOTYT OBITh
WCTIOJIb30BaHbl 3JIOYMBIIUICHHUKAMHA B KadecTBe OHOJIOrMYECKOro
OpYXHs. DTO CO3Jaj0 STHYECKYIO IWIEMMY JBOWHOTO HA3HAYCHUS:
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OZIHO M TO K€ HAay4HOE HCCIEeI0OBaHHE CIIOCOOHO Kak MOMOYb, TaK H
HaBPEAUTH YETIOBEUYECTBY.

Pucku Omnobe3zomacHOCTH MOT'YT BOSHMKHYTH Ha 3Tare Uccieno-
BaHHI M pa3paboTOK (MIpU BBIXO/IE CHHTETUYECKUX MUKPOOOB M3 J1a00-
paTopuu M UX CIy4ailHOM MOIAJaHUHM B OPTaHU3M YENOBEKa WU MPH-
POZHYIO Cpeny), Ha dTamne NMPOM3BOACTBA (BOBMOXKHOCTh TPHYHHCHHUS
Bpezia paboTHUKAM Jab0paTOpUM) U CTAANU ycTapeBaHus (HepaBHIb-
Hasl yTWIIM3aLusl CUHTETUYECKUX OMOJIOTMYECKHX MOOOYHBIX MPOAYK-
TOB ¥ OTXOJIOB).

I'enernyeckne M3MEHEHHs], KOTOpPbIE MPUBHOCAT HOBBIE YEPTHI
WIN yJANSIOT CYyLIECTBYIOIINE, MOTYT UMETh CEphE3HBIC MOCIIEICTBUS
IUIsL OKpY’KaloLIeH cpellbl, 0COOEHHO B TOM Clly4yae, €Cii 3TH U3MeHe-
HUSl MEHSIOT TMOBEJCHUE, MPHUCIOCOOIEHHOCTh WIIM B3aMMOJEHCTBHE
opraHu3Ma c IpyruMu Buiamu. IIpumepom SIBISIOTCS YCTOWYHBBIE K
repOunuaamM KyabTypel. OJHUM K3 Hanbolee pacnpoCTpaHEHHBIX Te-
HETUYECKUX M3MEHECHUI B CEIbCKOM XO3SHCTBE SIBIACTCS BBEACHHUE
TCHOB, MPHUIAIOIIUX YCTOMYMBOCTE K repOumuaam. XoTs 3TO U3MeHe-
HHUE MOXKET TTIOBBICUTH YPOXKaHOCTh CEIbCKOXO035HCTBEHHBIX KYJIBTYD,
no3Bossisi gepmepam Oosiee d3PPEKTUBHO KOHTPOIUPOBATH COPHSIKH,
OHO TaKKe MOXXET WMETh HENpEABHUICHHBIC IMOCIEACTBHS IJ OKPY-
Karollel cpelbl, TAKWE KaK Pa3BUTHE YCTOWYMBBIX K TepOHLIMAAM COp-
HSKOB WJIU 3arpsi3HEHHE MOYBHI M BOABI repourmaamu [15, ¢. 346-357].

C ObICTpPBIM pa3BUTHEM HOBBIX OMOTEXHOJIOTWH, MpEACTaBJICH-
HBIX CHHTETHYECKOH Owmonorueli, Bce ciou oOmiecTBa Bce OOJblle
0CO3HaOT TpobieMy OHonornveckoi Oe3zomacHoCTH. Takue CTpaHsbl,
kak CIIA, Benmukoopuranus, ['epmanus, Anonus, a takke EBporeii-
ckuii Coro3 mociaenoBaTeNIbHO MPUHSUIIN paBuiia 10 yIPaBIeHUIO OHO-
Oe3omacHocThiO [16, €. 16-27]. [IpakTHyeckuii MoaxXoa B OMOTEXHOIIO-
THAX JOJDKEH CIOCOOCTBOBAaTh MHHOBALMAM, MUHUMH3HPOBATH PUCKU
IUIsL JIIOAEH U OKPY’KaIoIIel Cpenibl, a TaKke cOaJaHCHPOBAaTh MHTEpe-
CBI ¥ LICHHOCTH BCEX 3aMHTEPECOBAHHBIX CTOPOH.

3ak1oueHne

TexHoOrNM, NMpUMEHSIEMbIE B 00JIACTH CHHTETHYECKOH OHOIIO0-
THH, CBSA3aHBI C 3THYCCKHMH MPOOJIeMaMu Pa3HOro IUTaHa. | JaBHBIM
BOIPOCOM, KOTOPBIN MPEACTOUT PEUINTh YYCHBIM, SBISETCS TpodiiemMa
nX 0€30MacHOCTH I YeTIOBEKa, OOIIECTBA U OKPYKAIOIIEH CPEJIbI.

Hacymnast HeoOXoauMocTh — BbIpaboTka B Poccum sTmueckux
MO3ULMHA U MPABOBBIX HOPM MO TaKUM BOIIpOCaM, Kak MOpPaTOpuil Ha
SMOpPHOHATIFHOE PEAAKTHPOBAHKE, MEXAHU3MBI KOHTPOJIS HCCIIE0Ba-
HHUHA B 00JaCTH CHHTETHUYECKOW OHMONOruH, B yacTHOCTH cuHTe3 JIHK
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YelIoBeKa, M CO3JaHNe TOMUHUPYIONINX BUIOB ¢ Aper(yromumu ie-
MEHTaMH CHCTEMbI PEIaKTUPOBAHUA. AKTYaJbHBIM SIBIISIETCS M BOIIPOC
MIPaBOBOro M 3Tudeckoro craryca I'MO, momydeHHBIX He 4epe3 uyKe-
POIHBIE TEHBI, @ IOCPEICTBOM PEIAKTUPOBAHUS.

Haunbonee akTyanbHBIM Ha CETOAHSIHNAN AEHD SABISIETCS BOIIPOC
HaJEKHOCTH U 0€30MacHOCTU HCIOIb30BAaHUS UCKYCCTBEHHO CO3ZaH-
HBIX WJIM MOIU(HUIHUPOBAHHBIX OaKTepHii M BUPYCOB. DTO MPUBOAUT K
HEOOXOIUMOCTH OOLIECTBEHHOM AMCKYCCHH, KOTOpasl B K&KIOH CTpaHe
JOJDKHA YYUTBIBATh KYJIbTYpHBIE OCOOCHHOCTH M LIEHHOCTHBIE yCTa-
HOBKH. K04 K ONTHMajIbHBIM PELICHUSM MOXKET OBITh HaiilleH B pa-
3yYMHOM COEMHEHUN TPATULMHA 1 MHHOBALUI.
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A4l Taiipayk, 10.C. Muiarorkuna, A.C. Cycrperos,
O.B. IlecueBa, 51.B. Baacos, C.A. CMuUpHUXHMHA

INPEUMIIVTAHTAIMOHHASA TEPAIIUA
HACJEJACTBEHHBIX OP®AHHBIX 3ABOJIEBAHUM:
TEXHOJIOI'MYECKUE, OTUKO-ITPABOBBIE
MPEIIATCTBUA U DKOHOMUNYECKASA
HEJECOOBPA3HOCTD

Annomayus. T'naBa TOCBAIIEHA OMPEICTICHHUIO IEIECOO0PA3HOCTH MPHMEHE-
HUS peJaKTUPOBAHMsI SMOPHOHOB YeloBeKa ¢ moMomipio uactpymenta CRISPR/Cas9 B
LeJISIX MPEHMIUIAHTAIIOHHON Tepalyy HACICICTBEHHBIX Oole3Hel, a Takxke BCECTO-
POHHEMY aHAIN3y MPEISITCTBUHA JUIS BHEAPEHHS IAHHOTO METOAA B KIMHUYECKYIO
npaxkTuky. Ha ceromHsiHuil eHb MperMILIaHTanuoHHas Tepanus O3 mpu oMoy
coueranus MeronoB KO u penakTupoBaHus reHOMa SMOPUOHOB SBJISETCS ITEPCIIeK-
TUBHBIM HAIPABJICHUEM B JICUCHUH HACIICACTBEHHBIX 3a00JICBAHUN. AHAIIN3 JIUTEPaTYpH,
MIPOBEACHHBIN B X0J€ PabOTHI, IIOKa3all, YTO IPIMEHEHNE JaHHBIX METOOB B TEpaIUI
O3, mpu ycIoBUH CBEACHUS BEPOSATHOCTH HELENICBBIX MYTAIMH K «ECTECTBCHHOMY»
YPOBHIO, HE TPOTHBOPEYHT OA30BBIM NPHHIUIIAM OMOITHKH U SBISETCS SKOHOMHYE-
CKH 1enecoodpa3nsiM. HopMaTHBHO-IIPaBOBOE PEryIHpOBaHHE MPUMEHEHUS JTaHHBIX
TEXHOJIOTHH B HCCIEIOBATENbCKIX M KIMHUYECKUX IeIsiX B Poccum Ha maHHBIA Mo-
MEHT He MOXKET 00eCIeUnTh KaueCTBO U 0€30MacHOCTh MPOLeLyp, HECMOTPS Ha BHICO-
KyIO0 3aMHTEPECOBAHHOCTh M B ILIEJIOM pa3permuTesnsHoe oTHomenne PO k mpumene-
HUIO OMOTEXHOJIOTHH B MEIHIIHHE.

Kniouesvie cnosa: CRISPR/Cas9; renerndeckoe peakTHPOBAHKE; 3apOJIBIIIIe-
Bast JIMHUS, HACJICACTBCHHBIE 3a00IeBaHys; opaHHbIe 3a001eBaHMSL.

Cnucox cokpameHui

BE - base editing, mpom3BeneHre OMHOHYKICOTHIHBIX 3aMESH

CRISPR/Cas9 — Clustered Regulatory Interspaced Short Palindromic Repeats,
CIPYNIIMPOBAaHHBIE KOPOTKUE IPOMEKYTOYHBIE NAJIMHAPOMHBIE IIOBTOPBI, pa3ieiieH-
HbIE TIPOMEKYTKaMH U aCCOLIMMPOBAHHbIC ¢ HykJIea3oi Cas9
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DSBs — double strand breaks, aynemnoueunsie paspsiesr JHK

HDR - homology directed repair, HanpapieHHas TOMOJIOrHYHAS PETIaPAIisT

NHEJ — non-homologous end joining, pemapamysi, MpOXOAsIIasi MO ITyTH
HETOMOJIOTMYHOTO COSTUHEHHUS KOHI[OB

TALEN - Transcription activator-like effector nucleases, addexropsie mykiea-
3bl, HOJOOHBIC aKTHBATOPaM TPAHCKPHUITLIK

SgRNA — single guide RNA, exnnas nHanpasistomnias (rumosast) PHK

PE — prime editing, mpaiimM-penakrupoBanue

pegRNA — prime editing guide RNA

ZFN - zinc finger nuclease, 1iuHK-nanbIeBbIe HYKIEA35!

O3 — opdannsie 3a00CBaHAS

[IT" I — npenuMIUIaHTaIIMOHHASI TEHETUYECKasi IUarHOCTUKA

P® — Poccuiickas @enepanust

3KO - 3xcTpakopnopanbHOE OIUIOOTBOPCHHE

BBenenne

Penxue (opgannsie) Oonesnn (opdanusie 3aboneBanus, O3) —
Ho3oorun, BeisBisieMble v 1 manmenta Ha 10 000 nacenenus B Poc-
cur, 1 Ha 2000 — B ABctpanuu u ctpanax Esponsl, u 1 u3 1500 — B
CHIA. PacnpoctpaneHHOCTh OTAENbHBIX O3 MOXKET OrpaHUuYUBATHCS
HECKOJIBKUMH JIECATKAMH CIIydaeB Ha BCIO momyisinuio. OmHAKo 1o
HEKOTOPBIM JaHHBIM, B COBOKYIMHOCTH OT STOW TPYIIBI 3a00neBaHUI
crpagaer 1o 473 MuH 4enoBek Bo BceM mupe [1, 2]. 3HaunTenbHas
gacte O3 pa3BUBaeTCs y MAalMEHTOB PAHHEr0 BO3pacTa, MPUBOAUT K
WHBAIMAN3AUMA W COKpAIEHUIO MPOJOILKUTENbHOCTH ku3Hu; 30%
MalMeHTOB JAeTcKoro Bospacta ¢ O3 6e3 yieueHUs HE AOXKHUBAIOT A0
sty et [2, 3]. lepunuT TOKIMHUYECKOW TUarHOCTHKU U OTCYTCTBUE
panHell (moxnmHMYecKoi) Tepanuu O3 3a4acTyr0 MPHBOIUT K pa3BH-
THIO HEOOPaTUMBIX HAPYIICHUH, HECMOTPS Ha MPOBEICHUE TEPAIIEBTH-
YecKux MeponpusaTuii [3].

O611ee yrcno HO300TUH, BXonsamuX B rpynmy O3, HaCUUTHIBAET
oornee 10 000 [4]. B nepeune opdanHbIX 3a00neBannii MuHHCTEpPCTBA
3apaBooxpanenus Poccuiickoit @enepanuu (P®) na 2023 r. Haxo-
autes 19 mosunmit [5]. B HacTosmiee Bpems u3BecTHO, uto 75% 3a00-
neBaHuil 3 rpynnel O3 pa3BuUBaeTCs B MEPHOJ, MPEAIICCTBYIOIIUI
coBeplIeHHoaeTHI0. OOLMiA MPOLEHT HEOHATAIbHOM CMEPTHOCTH, BBI-
3BaHHOW MMOPOKaMH Pa3BUTHS U 3a00JEBaHUSMH T€HETUUECKOH 3THO-
soruu, coctanisier 63,9%; MpoueHT MIaIeHYeCKOi CMEPTHOCTH C TOH
xe npuurnoi — 51,0% [6]. B menom, merckas CMEPTHOCTh BBI3bIBA-
eTCsl HAaClIeACTBEHHBIMU 3a0oneBanusmu B 34,4% ciyyaes [7]. B To
xe Bpems 1o meHbueil Mmepe 80% O3 umeer HacleACTBEHHYIO MIPU-

poxny [2, 4].
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Jnist yacTH COCTOSIHMM, oTHOcsmuxcs Kk rpymme O3, pa3pabora-
HBbl U 3apeTrUCTPUPOBAHBI TEPANIEBTUUYECKHE CPEJCTBA, MO3BOJISIOLINE
MPEAOTBPATHTh MU CACPKATh Pa3BUTHE 3a00IEBAHUI B 3aBUCHMOCTH
OT cpoka Hayana ux npumeHeHus [8]. JlocTiKEeHHIO BBICOKOTO Tepa-
NeBTHYECKOro 3¢dexTa cpeacTB MaToreHeTHIECcKoil Tepanuu B BhICLIEH
Mepe CIIOCOOCTBYET POBEACHUE paHHel MUarHocTuku O3, MOCKOIbKY
JUIIB JOKJIMHAYECKOE HAYano Tepamuy CIOCOOHO MPeJOTBPAaTHTh HH-
BaJIMIU3ALMIO JAHHBIX MAIMEHTOB.

Jna npoBeneHyst nepBUYHON AuarHocTUkU O3 B MEXIyHapoA-
HOW TPAKTHUKE HCIOJIB3YETCS MAacCOBBI HEOHATAJbHBIM CKPUHUHT.
HeonaranbHbI CKPHHUHT MpEACTaBiIsLeT cO00H KOMIUIEKC MEpONpHs-
THH, BKIIOYAIOIMX 3a00p OHoOMarepuana MO METOAY CYXHX IISITeH
KpPOBH y Ka)/I0r0 HOBOPOXJAEHHOTO B TEUCHHUE MEPBOM HENETHN KU3HU
U WX aHaJIM3 C UCTOIb30BAHUEM Pa3IMYHBIX Ja00OPaTOPHBIX METOAOB C
nocneayomen uaTepnperanneii pezynpratoB. C 1 suBapa 2023 r. Ha
Tepputopuu Poccruu neiicTByeT mporpaMma pacIiiipeHHOr0 HEOHATalb-
HOTO CKPMHWHTA, BKIIOYAIOIIEro B ce0sl MCCIeAoBaHNE HOBOPOXKICH-
HBIX Ha 36 BPOXKICHHBIX U (WIIM) HACIEACTBEHHEIX 3aboneBanuii’. Pea-
nm3aims B PO nanHOM nporpaMMel 00ecrieunBaeT BO3MOXKHOCTb paHHET0
BbIIBIEHNA O3 ¢ MOCIEqYIOMNM POBEACHNUEM TOKIMHHYECKOW Tepa-
nuu. B HacTosiee BpeMsi obecrieuenre JOpOroCTOsIIUMH JICKAapCTBEH-
HBIMH U PeaOMIIMTalOHHBIMU cpencTBamu Aetell ¢ O3 ocylecTBiser
®oun mopaepxku aereii ¢ O3 «Kpyr no6pa» (PKJI)°. Bompocs! comu-
IBHOW alanTauuy 1 MHPOPMAIMOHHON 00eCTIeueHHOCTH MaleHTOB C
O3 u ux pomuTtenel pemarT TaKue HEKOMMEPUYECKHE OpraHU3allny,
Kak «Bcepoccuiickuil COr3 OOIIECTBEHHBIX OO0BEJAWHEHHUI MAaIleH-
toB», «Cembrt CMA», mexxnyHapoaHas opranu3sanus « | REAT-NMD»
u nap. [8].

[Mamuentsr ¢ O3, HauaBIIME MONyYaTh TEPANUIO 10 Pa3BUTUSA
KIMHUYECKUX CHUMITOMOB 3a00JIeBaHMS, UMEIOT BBHICOKUE IIAHCHI TS
peanuzanuu GYHKIUH, TPUCYIIUX KaXIOMY 3I0pOBOMY WiIeHY oOrie-
ctBa. K HX 4uCIly OTHOCUTCS M PEIPOAYKTUBHAS (DYHKIHS, YTO YBEIH-
YUBAET BEPOSTHOCTH POXKJCHHS HOBBIX MAalIUEHTOB M HOCUTENEH T€HOB
HacnenctBeHHBIX O3. [lanHOE 00CTOATENBCTBO (POPMUPYET TPSAYILIE
3aJaud Ui CHCTEM POCCHICKOr0 M 3apyOeXHOTO 3IpaBOOXpaHEHUSI.

! IMocranosnenue Ipasurenscraa Poccmiickoit dexepamum or 29 HosOpst 2022 T.
Ne 2161 «O BHeceHMH M3MEHEHUH B TOCYyIapcTBEHHYIO nporpammy Poccuiickoit ®e-
nepanuu “Pa3BuTre 31paBooXpaHeHus .
Vka3 IIpesunenra P® or 5 suBaps 2021 1. Ne 16 «O co3ganun @oHna noa-
JICP)KKH JIETeH ¢ TSOKEIIBIMH JKHU3HEYTPOXKAIOIMMH M XPOHUYECKUMH 3a00JICBaHUAMH,
B TOM 9HCIe peakumu (opdanubvMu) 3aboneBanusmy, “Kpyr moopa’.
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BbICOKMM MOTEHIMATIOM B PELICHUH NaHHBIX THIOTETUYECKHX 3aaad
0051a1al0T TEXHOJIOTHH, MPEJOCTABIAIONINE AOCTYI K CTOMKOMY BOC-
CTaHOBJICHUIO HAPYIICHHBIX MOJIEKYJISIPHO-TEHETHYECKUX (YHKIUI
WHIUBHyaJbHBIX TeHOMOB [9-14].

Cpeocmea mepanuu. CoBpeMEHHBIE CPEICTBA aTOr€HETHUECKOM
teparmuu O3 001aar0T pa3HOOOPa3HBIMH MEXaHU3MAMU JeUCTBUS. [J{ist
HACJICICTBEHHBIX OONie3HEel 0OMeHa BEIIECTB MaTOreHeTHUECKOl Tepa-
MUEH MOXKET SIBIATHCS BBEACHHE B OPTaHU3M MAIlMEHTa HEAOCTAIOIINX
3BEHBEB TE€X WMJIM MHBIX METa0O0JIMYECKUX MPOLECCOB, HIIHM, HAPOTUB,
MpoBeACHHE CIeNU(UUECKUX MEPONPHATHI M0 CHIKEHHIO YPOBHEH
M30BITOYHBIX META0O0JIUTOB, OKa3bIBAIOIINX TOKCHYECKOe AeiicTBre [15].

Hpyrue Hozomoruu rpynmbsl O3 TpeOyloT U3MEHEHHs ypOBHEH
onpezneneHHbIX OenkoB. Hampumep, Tepanusi CMHAIBHON MBIIIEYHON
arpopun 59 (CMA 5(Q) crpoutcs Ha BOCHOTHCHUHM HEHPOHAIBLHOTO
nepunnTa Oenka BeDKHBaeMoOcTH MoToHelipoHoB (BBMH), kortoporo,
OJTHaKO, HEBO3MOXXHO JOCTHYbL NyTeM mpsMoro BeeneHuss bBMH B
TKaHH, KPOBb HJIM JMKBOp marueHTta [16]. B cBs3u ¢ 3TUM MexaHH3M
NEeUCTBHSI BCEX YETBIPEX 3aperucTpUpOBaHHBIX B Poccum mpemapatoB
tepannn CMA 5 Hanenen Ha BoccraHoBineHue cuare3a BBMH. Tak,
nepBeIid pazpaboraHsblii npemapar Tepanud CMA 50, HycuHEpceH,
SBIISIETCS] TIPENapaTOM aHTHCMBICIOBBIX OJHTOHYKJICOTHUIOB, KOTOPHIE
MOZABIISIIOT aNbTEPHATHBHBIN CrilaiicuHr B nicesaorene SMN2, mosbimas
aKcnpeccro moiHopasmepaoro bBMH [17]. Takum ke MexaHU3MOM
JercTBHsI 00JIafaeT nepopaabHbIi MpenapaTr pUCcIUIIaM, OTHOCSIINA-
csl K Kiaccy Manbsix monekya [18, 19]. OcoOeHHOCThIO MexaHu3Ma
JEeUCTBHSI TIpenapaToB, MOAU(PHUUUPYIOIINX CIIAMCHHT, SIBISETCS He-
00XOIMMOCTh HaJMYHUsS B TEHOME YeJIOBeKa Crelu(PUICCKIX MUIICHEH
B BH/JIE T€HOB-IyOJIEpPOB WIIM CTPOrO OMPENEIEHHBIX JIEJICIHUH LEIEeBbIX
TCHOB, YTO HAKJIAIbIBAET TEXHUYECKUE OTPaHUUYCHUS ISl IPUMEHEHUS
9TOM Ipynmsl nNpenapaTos B Tepanuu MHorux O3. Kpome Toro, BBene-
HUE JaHHBIX MPEnapaToB AOMKHO MPOBOAUTHCS PErYJISIPHO M TOXKHU3-
HeHHO [20], 9To He COOTBETCTBYET NPEICTABICHUSM O CTOMKOCTH BOC-
CTaHOBJICHUS HAPYIIEHHBIX (PYHKINH.

Onacemnoren aGemapBoBek u ANB-4 mpeacraBisioT co0oii
BEKTOpPBI HAa OCHOBE a/ICHOACCOLMHPOBAaHHOrO BUpyca (SCAAVY), 3a-
nojHeHHble KonusiMu TeHa SMN1 ¢ mpoMoTOpoM M peryisTOpHBIMH
3JIEMEHTaMH, MPH 3TOM JIHIIEHHBIE (ParMEHTOB T'€éHOMa HCXOAHOTO
Bupyca. Benencreue tpancaykumn SMN1 kieTku mamueHTOB HOTY-
Yal0T BO3MOXKHOCTH CaMOCTOSTENBFHO MJJIUTEIBHO CHHTE3HPOBATH
BEBMH, npu sTom npuBHecenHble ko SMN1 octarotcst HeBCTpoeH-
HBIMHU B TEHOM MalyeHTa. Vcrmonp30BaHne OHaCEMHOTeHa a0enapBoBeKa
u ANB-4 npenmnonaraer npuMeHeHHE NpeENapaToB TPYIIB KMMYHOCY-
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MPECCOpOB, YTO YacTO COMPOBOXKIAeTCs moOouHbIMU dddektamu [21].
OnHUM W3 MEpCTEKTHBHBIX HANpPaBJICHUI B HMCCIENOBAHHAX, HAIPaB-
JICHHBIX Ha TOWCK Tepamuy HacieACTBeHHBIX O3, sBISeTCS pelakTH-
poBaHue reHoma [22-24].

Memoodvl pedakmuposanus cenoma. Knaccuueckue HHCTPYMEHTBI
Moaudukanuu reHoB BkiodaoT metoasl ZFN (zinc finger nuclease —
nuHK-nanbleBble  Hykieasbl), TALEN (Transcription activator-like
effector nucleases — a¢pekropHbie HyKI€a3bl, TOJAOOHBIC aKTHBATOPAM
tpanckpunn) u CRISPR/Cas9 (Clustered Regulatory Interspaced
Short Palindromic Repeats — crpynmnupoBaHHBIE KOPOTKHE TPOMEXKY-
TOYHBIE MATMHAPOMHBIE MOBTOPHI, pa3AeicHHBIC MPOMEXYTKAMH U
accolMupoBaHHble ¢ Hykiea3oi Cas9) [25-27]. [laHHble METOIBI OCHO-
BaHbl Ha IeHepaluu JBylenodeynbix paspsiBoB JJHK (double strand
breaks, DSBS) ¢ mocneayroie#t penaparieii, mpoxoasiieii 1100 1o
IMyTH HErOMOJIOTHYHOTO COequMHEeHHs KoHIoB (non-homologous end
joining, NHEJ), nmu6o mo myTu HampaBiaeHHOH TOMOJIOTHYHON penapa-
uu (homology directed repair, HDR).

Texuonoruss CRISPR/Cas9 3a cuer cBoeit mpoctotsl, 3ddek-
TUBHOCTH ¥ LIEHOBOM NOCTYIMHOCTH MOJYy4YHJIa HAUOOJBIIYIO TOIMYJIsp-
HOCTb B MCCJICAOBAHMIX 10 PEAAKTUPOBAHHIO TEHOMOB COMAaTHYECKUX
KJIETOK W KIETOK 3apOoIbIlIeBOi JHHUU. Bpicokas 3¢dekTuBHOCTD
CRISPR/Cas9 o0ycnoBieHa pabOTOi IBYX KIIOUEBBIX KOMIIOHCHTOB:
enuHoOl Hanpasisttome (runosoit) PHK (single guide RNA, sgRNA),
KOMIUIEMEHTAPHO CBs3bIBaroleiics ¢ meneBbiMu ydactkamu JHK, n
sHpoHyKIea3sl Cas9, ocymectistomeidt DSBs. [Ipu momorm TexHO-
norun CRISPR/Cas9 crano BO3MOXKHBIM MpPEIM3MOHHOE BHECEHUE B
TCHOM pa3IMYHbIX MOTU(HUKAIMN, BKIIOYAs: MUKPOHHCEPLUH, MHKPO-
JeTIeIMU € LEeNbI0 HOKayTa ONpEACIeHHOro T'eHa, WK BCTaBKy 3ame-
maroriei mocnenoatenbHocT JJHK mis BoccTaHoBnenus (yHKIwi
MyTaHTHOTO TeHa [28].

Meronpl Tepanuyi MOHOTEHHBIX 3a00JI€BaHUI YeJIOBEKa Ha OCHO-
Be TexHonoruu CRISPR/Cas9 B HacTos#ii MOMEHT HHTEHCHBHO H3Y-
YaTCsAd B JOKJIMHUYECKHX wuccienoBanusx [24, 29-34]. CormacHo
peecTpy KJIMHHUYECKHX HcciaenoBaHuil mpasurensctBa CIIA, Ha pas-
HBIX JTamax MpoBeIeHUs HaxoAuTcsi 51 mccienoBaHUe MO TPUMEHe-
uuto CRISPR/Cas9-repanuu B JicueHUN HACISACTBEHHBIX, OHKOJIOTH-
YeCKHX M MH(EKIIMOHHBIX 3a00eBanumii [35].

B 2022 r. BnepBbie 0nmyOIMKOBaHBI MEXIyHAPOAHBIE PEKOMEH-
nauuy BO3 o BHeApEeHUIO peJakTUPOBaHHs [€HOMA YeJIOBeKa, BKIIIO-
Yast 3apOABILIEBYIO JUHUIO, KaK OJHOTO M3 CIOCOOOB JICUEHUS B CHCTE-
Me OoOIIecCTBEHHOro 3apaBooxpaHeHus [36]. OmHako mpakTHYecKoe
MpUMEHEHNE METOI0B PEIaKTHPOBAHUS TEHOMA Ha 3UT0TaxX M SMOpHO-
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HaxX YeloBeKa HaXOIUTCS Ha BEChbMa paHHHX dTamax HCCIeIOBaHHI.
B HacTosimmii MOMEHT OTCYTCTBYET JOKa3aTenbHas 0aza o0 s¢dex-
TUBHOCTH U Oe3zomacHocty TexHosornn CRISPR/Cas9 B orHomeHun
TeHETHYECKON MOIM(UKALMH KIETOK 3apOABIIIEBON JIMHUHU YETIOBEKA.
Ho MHorHe nccnemoBateny oTMeqaroT, 4To B OyaylieM JaHHas TEXHO-
JIOTHS C BBICOKOH BEPOSTHOCTBIO CTAHET OAHMM M3 MOJXOI0B B IpEHa-
TaJBHOM JICUCHUH FeHeTHYeCKuX 3aboneBanuii [37, 38].

[IpenMmnaHTalIMOHHOE TEHETUYECKOE PEJaKTHPOBAaHUE IOTEH-
OUATBHO MOXKET CTaTh CIIOCOOOM IONYyYEHHsI 310pPOBOTO MOTOMCTBA B
CITydasix, KOr/ia 3J0pOBBIi SMOPHOH HEBO3MOKHO TOIYYUThH C TIOMOIIBIO
CYLIECTBYIOIIUX BCIIOMOTaTEIbHBIX PEHPOIYKTUBHBIX TEXHOJIOTHH,
HamnpuMep, €CIM PHUCK Mepelayd HacleACTBEHHBIX 3abojeBaHUi MO-
toMcTBY pocturaer 100%. Takue oOCTOSTENHCTBA MOTYT BO3HUKHYTH
TOrza, Korna o0a poAMTENs SBIAIOTCS ayTOCOMHO-PELECCUBHBIMU TO-
Mozuroramu (Harmpumep, nammeHtsl co SMA 50q) [39, 40]. Tem He Me-
Hee AJ1s1 BHEAPEHUS AaHHOTO HANpPaBJICHUS B KIMHUYECKYIO IPAKTUKY
B HACTOALIEE BPEMSI CYIIECTBYET MHOKECTBO NPEISITCTBUI.

Orpannuenusi npumenenusi Texnojorun CRISPR / Cas9
B PeJaKTHPOBAHMHU IMOPUOHOB

OCHOBHOE MPEMSTCTBUE AJISI KIMHAYECKOTO MPUMEHEHUS CHCTe-
Ml CRISPR/Cas9 B penmakTupoBaHWHM T'€HOMa KJIETOK 3apOJIbIILICBOM
JUHAW ¥ SMOPHOHOB YeTOBEKa 3aKJII0YACTCSl B BHICOKOW BEPOSITHOCTH
MoAU(UKALKN HELENEBbIX YYacTKOB reHoMma. JlaHHbIiH mOOOYHBIH 3¢-
(eKT 00ycIOBIEH BBICOKOH TONEPAaHTHOCTHIO K HEMOJHONH TOMOJIOTHU
SgRNA ¢ mocnenoBatensHocTsamMu JJHK BHe 30HBI oxkxpaeMoro pegax-
TUpOBaHMA. B 3THX ciydasx Takke MPOUCXOAWUT aKTHBALMS CHCTEMBI
CRISPR/Cas9 u renepanus DSB. B HemaBHUX UCCIEIOBAHUAK, TOMU-
MO OXHIAEMBIX HM3MECHEHHH B TEHOME, I0Cie MHUKPOUHBEKINN
CRISPR/Cas9 nabiroanucy HHCEPLUH U AeNenr OONbIIMX 00JIacTei
HEIIENEBBIX YYacTKOB T€HOMA YeTOBEUYECKHX 3MOPHOHOB. Taxke cood-
IAJI0Ch O MOTEPEe TeTePO3UTOTHOCTH TeHOTHUIA 3a MpeAerIaMu 00IacTu
pEeNaKTHPOBAHUS, YTO MOTEHIUAIEHO MOXET NPUBOIUTH K MPOSBIIE-
HUIO pellecCHBHBIX 3a0oneBanmii [41, 42]. Kpome Toro, Hecniermuduye-
ckast aktuBHOCTE CRISPR/Cas9 moteHnuaibHO MOXKET MPUBOAUTH K
aKTHBALUM OHKOTEHOB, YTO HECET MOTEHIMAIBHBINA PUCK Pa3BUTHS OH-
KOJIOTMYECKHX 3a0o0ieBanuii [44]. Ba)xHO OTMETHTB, YTO BCE U3MEHECHWUS,
BHOCHMBIE B TEHOM SMOPHOHA MOCTIE POXKACHHS, OCTAIOTCS B TEHOME H
MOT'YT TepeAaBaThCsl MOTOMKAaM HHAWBHAA, B OTHOLICHUU KOTOPOTO
ObUIM TIPOBENEHBI TaKHE MAHUMYJSIHMUA. OTO MOTEHIMAIbHO MOXKET
BECTH K HAKOIUICHUIO Pa3lInuHbIX MyTaluii B reHoMe nomyisiiuu [40].
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BropeiM ymmuTHpyronmM ¢aktopoM uctoiszoBanus CRISPR/
Cas9-penakTupoBaHusi SMOPHOHOB SIBJISIETCSI JOMUHHPOBAHUE penapa-
nun JIHK o myru NHEJ. B ogHOM 13 mocieHuX MCClienoBaHui ToKa-
3aHO, 4TO Juilb B 9% MomuduIrMpoBaHHBIX SMOPHOHOB ISl BOCCTAHOB-
nenus DSB Ovutn 3anetictBoBanbl HemyTtanTHeie JIHK-MaTpuibe! o mytn
HDR [43].

Eme ogHo cymecTBeHHOE OrpaHHYEHHE CBSI3aHO C MO3aMYHO-
CTBIO pacIpeeleHns: BHOCUMBIX Monu¢ukanuii B smOpuonax. OOpa-
30BaHME MO3aMYHOCTH Y MOAUDUIIUPOBAHHBIX YMOPHOHOB B OOMNbIIEH
YaCTH CBA3AHO C IIUTENLHOCTBIO AeiictBus cucteMbsl CRISPR/Cas9,
korna Cas9 mponomxkaer renepupoBaTh DSB Ha mporskeHuu He-
CKOJIbKUX LIUKJIOB JIEJICHUS KJIETOK 3MOpuoHa [44]. CTOUT OTMETHTb,
YTO TEHETUYECKHH MO3aWLU3M HaOIIomaeTcsi y SMOPHOHOB, MOJTY4YeH-
HBIX TIPH TPOBEICHUU CTAHAAPTHOM MPOrpaMMBbl SKCTPaKOPIOPaIbHOTO
omtogorBoperust (OKO) Oe3 Mcnonb30BaHUS MHCTPYMEHTOB T'€HETH-
YeCKOro penaktupoBanus [45]. Pe3ynbraThl KIMHUYECKUX HaOIoze-
HUH MOKa3and, 4TO UCXOJ JaNbHEHIero pa3BUTHs IJIOAA 3aBUCUT OT
CTENEeHU Mo3aulu3Ma. Tak, B HECKOJIBKUX HUCCIEIOBAaHUSX 3aperucTpu-
POBaHO CHIKEHHUE YACTOTHI JKUBOPOXKICHUS Y MALIMEHTOB MIPH MEpEHO-
ce MO3aUYHOTO SMOPHOHA MO CPABHEHUIO C DYIUIOMTIHBIM SMOPHOHOM.
B To xe Bpems ucnonszoBanre B KO sMOpHOHOB ¢ HEBBICOKOW H0O-
Jield MO3auYHBIX KJIETOK MPUBOIWIO K POXKIACHHUIO 370POBOT0 pedeHKa
[46-48]. Mo3aumm3m yCcIoKHIET NpoLece MPEeUMILTaHTAlMOHHOW Te-
Hernueckoir auarnoctuku (IIT1). Iockombky mis IIT']] momydaror
BCEro JIMIIbL 3—5 KIETOK TPOPIKTOAEPMBI SMOPHOHA, TOUHOCTh JHArHO-
CTHKU CTENECHH U JIOKANIW3allMH MO3aUIM3Ma OCTAeTCS CPaBHHUTEIHHO
HEBBICOKOI [49].

Crpareruu perieHusi TpoOJieMbl W30BITOYHOTO MO3AULIU3Ma DM-
OpPHOHOB TOCJE PEAAKTUPOBAHMS T€HOMA BKIIOUAIOT COKpalleHHE Bpe-
menu neiictBus Cas9 wm Beenenne CRISPR/Cas9 na Oonee paHHMX
CTAAMAX PasBUTHs 3UTOTHL. bbUTO TOKasaHo, uTo BBemeHune CRISPR/
Cas9 Bmecre co cnepmaro3ouaamu B oouut ¢azel MIl mpuBomut k
3HAYUTEIEHOMY CHIDKCHHUIO KOJIMYECTBA MO3anYHBIX SMOpHOHOB [50].

Moouguxauyuu mexnonocuu CRISPR/Cas9. CymectByer
MHOKecTBO MoanGukanuii Texnosnornn CRISPR/Cas9, HanpasieHHBIX
Ha MOBBIIICHNE CHEUU(UIHOCTH CUCTEMBI U CHIDKEHHE TOOOYHBIX d(-
¢ekroB [51]. Hampumep, 3amena Genka SpCas9 Ha Gonee TOYHbIC Ba-
puantel — SpCas9(1.1), SpCas9(HF4) u np. [52, 53]. CymecTByroT
MOJXOBI, HE 3aBHUCHIINE OT oOpa3oBanusi DSB, mpencraBieHHBIE B
BUJIC IPOM3BEICHHS OJHOHYKICOTHAHBIX 3ameH (base editing — BE) u
npaiiM-penakrupoBanus (prime editing — PE). Texuonorust BE Bkito-
yaeT B ce0s JBa KIIFOYEBBIX KOMIOHEHTa: HUKazy Cas (pepMmeHT, cro-
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COOHBIN co3maBaTh TONBKO oxHomenodeynslid paspsiB JJHK) u dep-
MeHT, Momudunupyoomuii ogHornenodeunyr JHK mns nenenamnpas-
JICHHOT'0 WM3MEHEHHUsl HYKIeOoTHIOB. brumm ommcansl aBa kmacca BE:
penakropbl 1uTo3uHOBEIX (C>T, T>C) m ageHHHOBBIX OCHOBaHHI
(A>G, G>A) [54]. Texnonorus PE ocHOBaHa Ha MCIOJIb30BAaHUU XH-
MepHoi NCas9-HuKazbl, CHIMTON ¢ 00paTHOM TpaHcKpunTazod M-
MuLV u Bunomsmenennoit SQPHK — pegRNA (prime editing guide
RNA). Crpykrypa pegRNA BkirouaeT DOMOTHUTEIBHYIO IOCIEIOBA-
TENBHOCTD, CIYKALIYI0 MaTpULEH ISl 3aMEHBI HEXKENaTelIbHOrO y4acT-
ka renomHoit JIHK [55]. AnpoGauus texnonoruu PE moka mpoBoau-
Jach TOJBKO Ha 3UrOTax XMBOTHBIX M KYJNbTypax KJIETOK YellOBEKa.
PaGorer Liu (2020) u Petri (2022) noka3anu, 4TO LiENEBbIC 3aMEHBI
Hykieoruna B rene Hoxd13 nabmronamuck y 44—75% MBIMIMHBIX 3H-
T'OT, OIHAKO B HcclenoBann PE Ha KynbTypax KIETOK YeloBeka Habmo-
Janach HU3Kast 4acToTa neseBbix Moaudukarmii (1,49% — 7,54%) [56].

D¢ dextuBHOCTS TexHONMornn BE Obina mpomeMoHCTpHpOBaHA
B UCCIICNOBAHUAX HA YEIOBEUECKUX 3UroTax. Hanbonpmas TOUHOCTD B
WHAYKIUHA OAHOHYKJICOTHUAHBIX 3aMeH HaOJroanack Mpy MCIOIb30Ba-
nuu Bapuanta SaKKH-BE3, B xoropom Bmecto SpCas9 ucnonb3yercs
SaCas9. Tak, B uccnenoanuu Zhou u kouter (2017) oxumaemas 3a-
MeHa Hykieotuaa B AByX renax DNMT3B u FANCF BeisiBniena y 67 u
100% >mMOpHOHOB cooTBeTcTBEHHO. OAHOBPEMEHHO C STHUM HalJrona-
Jach HHM3Kas yactora HereneBbix m3meHenuit JIHK [57, 58]. Cuuxe-
HUIO YacTOTHI HEIEeNIeBBIX MYyTalluil Tarkke CIocoOCTBYeT pa3paboTka
MPOTPaMMHOTO 00ECIICUeHHUs, MPEACKA3bIBAIOIIETO JOKAIU3ALUI0 |
BEPOSTHOCTh M3MCHCHHI HEleNeBbIX calToB [59].

Brno3Tnka reHOMHOT0 peTaKTHPOBAHUA YMOPHOHOB YeI0BeKa

3HaYNTENBHYIO0 YacTh MPEMSTCTBUN AJISl UCCIIECNOBAaHUN penak-
TUPOBAHMA T€HOMA KJIETOK 3apOJBILICBOI JTMHUM YElIOBEKa W BHEIpe-
HUSl UX Pe3yJbTaTOB B KIMHHYECKYIO MPAKTHKY CO3JAIOT BOMPOCHI,
OTHOCSIIIMECS K 3TUYeCKoi chepe. MHOTHE aBTOpPBI TOBOPAT 00 OTCYT-
CTBHM KOHCEHCYyca He TOJIbKO MO 3THKE HACJIEAyeMOro M3MEHEHUS Te-
HoMa [40, 60], HO ¥ O CYLIHOCTH M XapaKTePUCTHKaX 00bEKTa IPEHUM-
TUIAaHTAI[MOHHOM Tepanuu — SMOpuoHa [61-65].

Buosmuueckue kongauxmel 6 npumeHeHuu mexHoi02ull peoax-
MUpOBaAHUs IMOPUOHATLHBIX KIemOK 4enoseka. PazHooOpasue Todek
3peHUsl HacyeT cTaTyca SMOpPHOHA B TOM YHCIIE O0YCIIOBIEHO MHOXE-
CTBOM PEKOMEHJATEIbHBIX JOKYMEHTOB pa3jMYHBIX OpraHU3alui,
KOTOpBIE CXOKH TEM, YTO COJep)KaT HEOOHO3HAYHbBIE U MIPOTHBOPEUH-
BbIe popmynupoBku [66—68]. JlaHHBIE TOKYMEHTBI CXOASATCS B 3arpe-
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TUTEIBHOM OTHOIIEHWH K PENaKTHPOBAHWIO HACIEICTBEHHOI'O Mare-
pHaia KIETOK 3apOJbIIICBOH JMHUHU, B TOM YHCIE B LEISIX TEeparuu
TSDKEITBIX HACJICACTBEHHBIX Oonesneil [69], HecMOTpst Ha TO, UTO «IM-
OpHOH 00NanaeT Takol ke IEHHOCTBIO, KaK U YEJIOBEK, U UMEET paB-
HOE C HUM MpaBo Ha xu3Hb» [70], «ocHOBOMONATarOIMIA TPHHIIMI Bpa-
Ya eCTh YBaKCHHE K YEIIOBEUCCKOM KHU3HH C MOMEHTA ee 3adaTus» [71],
W HECMOTPS Ha TO, YTO «IOJDKHA OBITH oOecrieueHa cBOOOAa HAYUHBIX
WCCIIeIOBaHUN TeHOMa, KOHEUHOH LIENIbI0 KOTOPBIX SIBISIETCS yIydlle-
HHE COCTOSHHS JIIOJICH M BCETro uenoBeuecTra» [72].

JKeneBckoe 3asiBIeHHE O HACTEACTBEHHOM PENaKTHPOBAHUU Te-
HoMa uenoBeka (2020) mHpOpMHUpYeT 0 HECKOJIBKHX ITUYECKHUX TOY-
Kax 3peHHus, MPEMATCTBYIOMIMX HCIOIb30BAHUIO HACIEeIyeMoro re-
HOMHOT'O PEIaKTUPOBaHHS B MequUMHCKUX Heisx [60]. Onna u3 Hux
[JIACUT, YTO HACJIEeIyeMO€ PEIaKTHPOBAHHE YEIIOBEYECKOTO T'€HOMa
HE MOXET OBbITh HCIIOJIb30BAaHO B KAa4eCTBE MHCTPYMEHTA TEpamuH,
MOCKOJIBKY Ha MOMEHT €ro NpUMEHEHHsI Ha 3UTr0Te€ HE CYIIECTBYET
«manueHTa». ABTOPHI 3asBIISIOT, YTO, C 3TOW MO3WIHH, JaHHOE BMeELIa-
TENBCTBO CJIEAyeT MOHUMATh HE KaK Tepaluio, a Kak Crocod yaoBie-
TBOPEHUS POAMTEIBCKUX JKETAaHMH MMETh T€HETHUYECKU POACTBEHHBIX
JeTell ¢ onpeeseHHBIMA TeHETHYECKMMU OCOOCHHOCTSIMH M OTpHIIa-
HUe Oojee STUYHBIX C 3TOM TOYKH 3pEHHs cIIoco00B 0OpecTH pedeHKa,
TaKUX KaKk JOHOPCTBO T'aMeT U YCHIHOBJICHUE.

B To xe Bpems, myOnuKysl JaHHOE MHEHHE, aBTOPbI HE KOMMEH-
TUPYIOT €ro pe3ylbTaTaMH IIHPOKOI0 MPUMEHEHHS JOKIMHHYECKOU
Tepanyuy MHOTHX HACJCIACTBEHHBIX OONe3HEH, XOTS JOKIMHUYECKas Te-
pamnusi IpOBOAMTCS TOTZA, KOTJa eIe HeT ’Kajod M KIMHUYECKOH Kap-
THUHBI, CJICIOBATEIILHO, HET HU «OOJIe3HW», HH «TaruenTta» [1].

B aTOM jXe JOKyMeHTe M3iaraercs MO3MLHs, YTO pacliiupeHue
MPaKTUKKA HAcJIeAyeMOro T€HOMHOI'O PENaKTUPOBAHHSA MpPUBENET K
«HOpManHu3almy ucnons3oBanng JKO», ¢ yeM cBsi3aH 3HAUYUTEIbHBIN
W3JHUIIHAA PHUCK Ui (PU3UYECKOrO COCTOSHHS 3IO0POBBIX JKCHIIWH.
Cpenu npoyero aBTOpbl MyOJIUKYIOT OMACEHUsI O HEPABHOM JIOCTYIIE K
nperoaraeMeiM TPOLEAypaM HaclleqyeMoro pelakTHPOBaHUS TEHOMA,
YTO MOXET YCYTYOUTh POCT COLMaIbHO-2KOHOMUYECKOTO HEpaBEeHCTBA,
CTUIMaTU3aLHI0 M JUCKPUMUHAINIO «T€HETHYECKH HEOIaromnoyqHbIX
mozaei». B naHHOM JOKyMeHTe He Jefaercs pa3induil MexIy Hacie-
IyeMBIM pelaKTHPOBaHHWEM I'€HOMa B LENAX TEPAlUH U B LEIAX «MO-
nudukanuu». ABTOPHl HE NPUBOIAT B KAaueCTBE KOHTPAPTyMEHTOB
CYLIECTBYIOIINE PEriIaMeHThl MPOBEACHHS KIMHHUYECKUX HCCIeI0Ba-
HUH U TMOPSIKOB OKA3aHMS MEIUIIMHCKOM TIOMOILH, KaCAIOIINXCSI B TOM
YHCIIe MAHUITYJISIHH ¢ SMOproHamu [40], a Takke yxe CyIecTBYIOLIMe
HOPMAaTHUBHO-TIPABOBbIE JOKYMEHTBHI HEKOTOPBIX CTpaH, OINpeAeysio-
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IIMe OTBETCTBEHHOCTh KaK 3a HEMpPaBOMEpPHBIC ACHCTBHA C YenoBeye-
CKUM TEHOMOM, TaK W 3a ACHCTBHA, YrpOXKalollue YelOBEYECKOMY
JIOCTOUHCTBY [73-76].

Buosmuueckue kongaukmol omcymcmeus mepanuu msxiceiblx
HacneocmeenHvlx OonesHell ¢ npuMeHeHuemM MmexHoN02Ull peoaKkmupo-
6aHUS IMOPUOHATLHBIX KIETOK Yenogekd. B To ke BpeMs BbICOKa IO
myONUKaIUi, BHIpa)KalOIIUX MHEHUS O HEOOXOAWMOCTH pa3pelIeHus
NeATeIbHOCTH, CBSI3aHHOH C BHECEHMEM M3MEHEHHWH B T'€HOM KIIETOK
3apofplieBol TUHUK. B kauecTBe 00OCHOBaHMS MCTIONB3YIOTCS TaKue
apryMEHTHI, KaK TO, YTO MHOXKECTBO OTEHIIUANBHBIX OOIBHBIX UMEIOT
npaBo Ha W30aBliCHWE OT CTPaJaHUH, CBA3aHHBIX C HEU3JICUUMBIMHU
TSOKEIBIMA  3a00JICBaHUSMH, a HacjleAyeMoe W3MEHEHHWe reHoma —
OIMH W3 HEMHOTHX METOJOB, MPH MOMOIIY KOTOPHIX UX MOXHO Tpe-
notBpatuth [61-63]. HekoTopbie aBTOPBI YTBEPIKAAIOT, YTO UCCIEIO-
BaHUE PEAAKTUPOBAHMS T€HOMA KJIETOK 3apOIBIIIEBOM JIMHUHU YeIOBe-
Ka JIOJDKHO OBITH Pa3pelieHo, MOCKOIbKY MOZAEIMPOBAHUE MOAOOHBIX
WCCIIEIOBaHUN Ha APYIHX KIETOYHBIX KYyJNbTypax HE CIHOCOOHO JaTh
JOCTOBEPHBIX PE3YIbTAaTOB M3-3a (PyHIAMEHTANbHBIX Pa3iIuyuil MoJe-
KYJSIPHO-OMOIOTHYECKUX MPOLECCOB JAKE y CXOKHUX OMOTOTMYECKHX
oowvektoB [40, 60, 77, 78]. YacTp myOnMKanuii BBIpaXKalOT KpaifHee
MHEHHE O TOM, YTO HacjeqyeMoe H3MEHEHIE TeHOMa CXOXKe C HalpaB-
JICHHOH CceJeKIMel, TOCKONBbKY MPH PEAAKTUPOBAHUN OTACIBHBIX TEHOB
He poucxoauT BBeaeHus uyxepoanoit JTHK [79]. ABropsl npeiarator
paccMaTpuBaTh MPOLECC HACAEAYEMOro pPEeNaKTHPOBaHUSI T'eHOMa Kak
HaTpaBJICHHYIO CENIEKIMIO, TIOCKOJbKY B XOJI¢ HEro HacJeACTBEHHBIN
MaTepuaj He MpeTepreBaeT W3MEHEHUH, KOTOpble TMIIOTETUYECKH HE
MOTJIH OBl BOSHHKHYTH B PE3yJIbTaTe eCTeCTBEHHBIX mporeccoB [80].

B OonpmmHCcTBE paboT, 0OCYXKIAIONIMX HEOOXOAUMOCTh KOH-
CEeHCyca 0 TEHETHYECKOMY PElaKTUPOBAaHUIO YMOPHOHOB, OTMEYaeTCs
00sI3aHHOCTh YYacTHsI B HEM NpeACTaBUTENeH BceX TPyMIl OOLIecTBa,
HE TONIBKO HCCIeNoBaTeNel, CHelUaNUCTOB B 00NACTsIX OHMOITHUKU U
npaBa, HO 1 nanueHToB. Kobayashi u xomrern (2022) npoenu ormpoc
3511 cnenuanucToB 34paBOOXPAHEHHS U MAIEHTOB Ha MPEAMET KIU-
HUYECKOT'0 MCIIONB30BAHUS PEAAKTUPOBAHMS IeHOoMa. Pe3ynbrathl mc-
CIICIOBaHMS MOKA3ali, YTO CIELHATUCThI Yalle MPOSBISIN OCTOPOXK-
HOE OTHOIICHHE K KIMHUYECKOMY HCIIOJIBb30BAHUIO PEIAKTHPOBAHUS
TeHOMa, B TO € BpEMs MAaIMEeHThl U WX CEMbH BBIPAXKalIH BBICOKYIO
3auHTEpECcOBaHHOCTH [81].

OO0 OTHOLIEHNH MAIMEHTOB C TSHKEIBIMU HACICACTBEHHBIMH 3a-
OoneBaHUSIMUA K COBPEMEHHBIM TEXHOJOTHSAM B IIEJIOM MOXKHO CyIHUTbH
IO CYIIECTBOBAHUIO TAKOTO SBIICHUS, Kak «VICKU O HelpaBOMEPHOM JKH3-
am» (Wrongful-Life Suits). CyTb ero cocTouT B TOM, 4TO Y MAIUEHTOB, HE
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MPOILEAIINX peHaTaJbHbIe 1 HEOHATAIBHBIE TPOLEAYPHI TPOdUIaKTH-
KW HaCJIECTBEHHBIX OO0JIe3HEH, BO3HUKAIOT MPETEH3UN K CBOUM POJIH-
TEJISIM, Ha TI0YBE 4ero popMupyrores cyaeonsie mpenenents [40, 82].
basoevie npunyunvr 6uosmuxu u Hacreoyemoe usmeHeHue 2eHoMa.
Bompoc pemakTupoBaHHsl TeHOMa KJIETOK 3apOJIBILIIEBOI JTMHUH Yeso-
BEKa MOXET OBITh PacCMOTPEH 4epe3 NMpU3My 0a30BBIX MPHUHLMUIIOB U
npaBuil OMOSTHKH. K HUM OTHOCSTCS MPUHLUIBL «CIIPABEIJTUBOCTH,
«Onmarux AeHCTBHI», KHEMIPUYMHEHUS Bpeaa», MPUHLMII «aBTOHOMHH
JMYHOCTH» W TPaBWIa «IPABIMBOCTHY», «KOH()UACHIMAILHOCTU» W
«I100pOBOIILHOTO HH(POPMHUPOBAHHOTO cornacus» [83].

[IpenaranbHas Tepamusi HACJIECACTBEHHBIX M BPOXKIEHHBIX 00-
JIe3HEH € HMCIOJNBb30BAHUEM PENAaKTUPOBAHUS T€HOMA KIIETOK 3apOJIbl-
LIEBOW JIMHHH, TI0 MHEHHIO aBTOPOB, OTHOCUTCS K «OjaruMm jaeiicTBu-
SIM» U SIBIACTCS CIPaBEIMBOM MIPH YCIIOBUH PaBHOM TOCTYHMHOCTH ISt
Bcex Jrofael. MuHMMH3anusi BEpOATHOCTH NMPUUYUHEHUS BpeJa MOXKET
OBITH JOCTHTHYTA C MOBBILICHHEM YPOBHS Pa3BUTHA W MoAM(pUKanuit
texaonornn CRISPR/Cas9 u ¢opmupoBaHueM COOTBETCTBYIOIIETO
HOPMAaTHUBHO-TIPABOBOTO 00ECTICUEHHS.

Ha pannux sTamax smOpuoreHesa K 3apOIbIIly HEIPUMEHHMO
MOHATHE JUYHOCTH. DTO HE CO3JACT JIOTMYECKUX TNPEMATCTBHHA IS
WCTIOJIHEHNUS TPUHIHIA «aBTOHOMHH JIMYHOCTH», HO B TO K€ BpeMs
MPUBOAUT K HEKOTOPBIM 3aTPYAHEHHUSIM BBUIY HEBO3MOXKHOCTH TIpE.-
CKa3aTh BIMSHHE OTCYTCTBHI HACIIENCTBEHHBIX 3a00NieBaHUM Ha pa3-
BUTHE JTUYHOCTH.

Tem He MeHee COONIO/ICHUE TIPaBUII KIIPABIUBOCTU», KKOH(U-
JNEHIUAIBHOCTH» U «I00pPOBOJIBHOIO MH(POPMUPOBAHHOTO COTIIACHSY,
M0 MHEHHIO aBTOPOB TJIaBBI, B LEIOM BO3MOXHO, 32 HCKIIOYCHHUEM
TOr0, YTO 00eCTIeYNTh HHPOPMUPOBAHHOE corllacue OOBEKTY Tepanuu —
SMOPHOHY — IIOCTaTOYHO 3aTPyIHHUTENbHO. Bompoc m00poBOIBHOTO
WH(GOPMHUPOBAHHOTO COTJIACHS OTIMYAETCS KOMIUIEKCHOCTBIO M (yH-
JaMEHTaJbHOCTBIO, YTO B HACTOSILEE BPEMsI MPOAOJKAET IPUBOIUTD K
AKTHBHBIM OOCYKACHUSM IaHHOIO acHeKTa OKa3aHUs MEJUIHMHCKON
nomoinu [84]. Bonee TOro, HEKOTOPbIE aBTOPHI CKIOHSIOTCS K TOMY,
YTO B KOHTEKCTE NOOPOBOJBHOTO MH(POPMUPOBAHHOTO COTJIACHS M-
OpHOH M €ro HOCUTEIb UMEIOT MOPAIBHYIO CXOXKECTh M3-3a TOT0, YTO
«UH(POPMHUPOBATH AOHKHBIM 00pa3oM MaIlMeHTa, He UMEIOIIEro Meu-
IIMHCKOTr0 00pa30BaHus, HEBO3MOXHO» [38].

[lo MHeHHIO aBTOPOB TJIaBbl, IPUMEHEHHE T'€HETHYECKOrO pe-
JaKTHPOBaHHUsI SMOPHOHOB B HCCIIEIOBATEIBCKUX M TEPANIEBTHYECKUX
LENSX SABJSIETCS] STHYECKU ONPaBAaHHBIM IPH OTCYTCTBUU BEPOSTHOCTH
HEXEIATENbHBIX SBJICHUH, TNPEBBIIAIONICH CIIOHTAHHBIA (ECTECTBEH-
HBII) ypoBeHb. B TO ke Bpems aBTOpaMH 4YacTH MyOJIHMKAIMid O TOA-
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JEPIKKE 3aIPeTHUTENBHOrO PEryIHPOBAHUS 00CYKIAEMbIX HCCIICOBaHUI
SIBJISIFOTCSL ICATEIH, U3BECTHBIC COLIOMOIUTUIECKOM IeITEIbHOCTBIO B
KJIFOYE paguKalbHOro (PeMUHHM3Ma M TaK Ha3bIBAEMOHN «CONUAIBHOMN
cnpasemmBoctu» (M. Darnovsky, H. Haker, K. Hasson) [85-87],
TaKKe COTPYIHUYAIOIINE C MPEACTABUTEISIMU (hapMalleBTUIECKON MH-
nycrpuu (K. Drabiak) [88] u yuacTByronme B TEXHOIOTHYECKOI TOHKE
¢ moMoIIkIo codcTBeHHOM 1adoparopuu (J. Doudna) [89, 90].
DTHYECKHE aCIeKThl OMOTEXHOJIIOTHYECKUX HCCICIOBAHUN MO-
T'YT TaK)Ke UTPaTh POJIb B 0OECIICUCHNUH TIOJIMTUYECKUX HHTEPECOB pa3-
BUTBIX CTpaH, MOCKOJIBKY HApYIICHHE COOTBETCTBYIOIINX KOHBEHIIMN

MOTEHIIMAJIbHO MOXKET SBUThCS OCHOBAHUEM JJISI HAJIOKCHUS «CAaHK-
uumii» [75].

IIpaBoBoii cTaTyc HccaeI0BaHN i TEHOMHOIO PeJaKTHPOBAHN S
3MOpPHOHOB Yes10BeKa H KIMHAYEeCKOro NPpHMeHeHus!
NPeuMILIAHTAIIMOHHOM Tepanuu
HACJIeICTBEHHBIX 3200/1eBaHN

OcHogHule medcoynapoonvie akmel. TeMbl peJaKTUPOBAHUS Te-
HOMA YeNlOBEeKa Kacaercs MHOKECTBO MEXAYHAPOIHBIX IOKYMEHTOB,
cpemu kotopeix: Jlexmapamus «O meauuuHcKux aboptax» (1948, c
nononHeHusiMu ot 1985), Beeobmas nexknapauus FOHECKO o renome
yemoBeka W mpaBax denoBeka (1997), BceoOmias neximapanus
IOHECKO o kynbrypHOM paszHooOpasuu (2001), MexnyHapomHas
nexinapanus IOHECKO o renermyeckux naHHbix benoBeka (2003),
Bceeobmias nexmapamus FOHECKO o OuosTHke W mpaBax dYenoBeKa
(2005), XenbcuHKCKasi JAeknapaiys BceMUpHON METUIIMHCKOH acco-
mau (BMA) (2000), HropuOeprckuit xomekc, MexmayHapomHbIi
KOZIeKC MeAuIMHCKON 3Tukn BMA, Jlexnapanus AcuinomMapckoi KoH-
¢epennnn, KonBenuus o mpaBax uenoBeka B Onmomenunune [lapna-
MmeHTckoit accambnen Cosera EBpomnsl (ITACE) (1997), Mexaynapon-
HOE PYKOBOJICTBO IO MPOBEICHUIO OMOMEIUIIMHCKUX HCCIEIOBAHUI C
yuyactreM denoBeka (CIOMS), PykoBoiCTBO 1O KaueCTBEHHON KIIMHH-
yeckoi npaktuke BO3, Mogenbhbiii 3akon ot 18.11.2005 «O 3amute
MpaB U JOCTOMHCTBA YEIOBEKa B OMOMEIMIIMHCKHUX HCCIICAOBAHUAX B
rocynapctBax — ydactHukax CHI», pemenne CoBera EBpasmiickoit
sKkoHOoMHYecKoi komuccuu ot 12.02.2016 Ne 29 «O IlpaBunax mpose-
JEeHHS KJIMHUYECKUX U KIMHUKO-JTA00PAaTOPHBIX UCIIBITAHUH (CCienoBa-
HHH) MEIMIIMHCKUX M3Ieni», pekomenaamu CoBera MeXTyHapOIHBIX
opranuzanuii o meauackuM Haykam (CIOMS, 1996), pesonrouuu
2001/39 u 2003/232 Dxonomuueckoro u ConuansHoro cosera OOH o
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TCHETHYECKOH KOH(OUICHUUANBHOCTH ¥ HEOUCKPUMHHALUH  OT
26.07.2001 u ot 22.07.2003, pexomenmauuu [TACE no renernueckoi
nHxeHepun 1982 r. ¥ Mo UCTIOIB30BaHUIO SMOPHUOHOB U IIJIOAOB YENO-
BeKa B LENSIX IMArHOCTHKH, TEpalud, HaAYYHBIX MCCIEIOBAaHHUH, Mpo-
MBIIICHHOT'0 HCIIOTb30BaHus 1 Toprosin (1986) u npou. [66—68].

B HacTosimee Bpemsi BHeceHHE HACIEAyeMbIX U3MEHEHHH B Te-
HOM 4YeJIOBEKa 3alpelieHo, B TOM YHCJe B LEISIX Tepamnud U npodu-
JIAKTHKH, BBULY KHEONPENEICHHOCTA B OTHOLICHUH BIUSHHUA MOAU(H-
KallMy 3apOJIBIIICBOM TMHUU Ha Oymymiue nmokoieHus» [91-94]. B 2015
n 2018 1. cocTosNMCH MEKAYHAPOJHBIE CAMMUTEHI TI0 BOIIPOCAM pelak-
TUpoBaHus reHoma uenoBeka [95]. C 2018 r. ¢yHKuMOHHMpYeET TiI0-
OanpHas MexnucuuimHapHas [pymnma skcneptoB BO3 mo Bcecro-
POHHEMY H3YYECHHUIO MpoOIeM pelaKTUPOBAHUS T'€HOMAa 4YeJIOBEKa,
YUYacTBYIOLIAS B pa3pabOTKe PEKOMEHAALHIA MO YIPaBICHUIO H HAA30pY
3a TCHOMHBIMH TexXHOJIorusiMu [96].

B To0 ke Bpems «PykoBOACTBO MO HCCIEOBAaHUAM M KIMHHYE-
CKOMY TPHUMEHEHHIO CTBOJNOBBIX KieTok» (2021), omyOmukoBaHHOE
MexayHapoaHbIM OOIIECTBOM HCCIEIOBAHUN CTBOJOBBIX KJIETOK
(ISSCR), nmepeHOCHT HCCIEJOBAaHHS 1O HACIEAYEMOMY pPEAaKTHPOBA-
HUIO TEHOMa YeNIOBEKa U3 KaTEeTOPHUHU «3aIlPELICHHBIX» B KATETOPHIO «B
HacTosiiee BpeMsi He pasperieHHbIx» [97]. [To MHEHHIO HEKOTOPBIX
aBTOPOB, MOAOOHAs «ImepekaaccuuKanus» HeoOXoauMa AJs MpeaBa-
PEHUS pa3pelIaonX U3MEHEHUH MPU YCJIOBUU YCHEIIHOTO MPOBEe-
HUSI CIICIMATN3UPOBAHHON HAYYHO-ITHIECKOH dKcnepTu3sl [98].

Hayuonanvuvie nopmamusno-npasosvie akmol EC u CILLA. B co-
orBerctBuu ¢ Permamentom GDPR (2018) moj reHernyeckuMu JaH-
HeiMu B EC moHUMaroTcsi «IepcoHaNbHbIE JaHHBIC, OTHOCSIIUECS K
HACJICICTBEHHBIM MM MPHOOPETEHHBIM T€HETHYECKUM XapaKTEepUCTHU-
KaM (pu3nueckoro Jmia, KOTOpble PacKpbIBAIOT YHUKAIBHYIO HH(Op-
Maluio O GU3HOIOTHH MU 340POBbE YEIOBEKa M KOTOPBIE SIBIISIOTCS
PE3yNbTaTOM, B YACTHOCTH, aHajIu3a OMOJOrMYecKOoro oopasua JaHHO-
ro ¢usndeckoro iuma» [99].

Onpenenenne renerndeckux naHHbIX B CIIIA mmupe, uem B EC.
B coorBerctBun ¢ 3akonom GINA (Genetic Information Nondis-
crimination Act, 2008), oHu onpenensroTcs Kak «pe3yJbTaThl TCHETH-
YECKOT0 TECTUPOBAaHUS (PU3MYECKOTO JIMIA WM YICHOB €0 CeMbH U
nposiBiieHUs 3a00JeBaHUN WJIM MHBIX PACCTPOMCTB y UJIEHOB CEMBH
JaHHOTO JMIAY». YKa3aHHBIH 3aKOH TaKXKe PErjaMeHTHpYET mepenady
TEHETUYECKHUX JaHHBIX B XOJ/I¢ OKa3aHusi MeAUIIMHCKOM oMoty [100].

Agctpus, benwsrus, I'epmanus, Upnangus u Maneta He nOANIH-
camu KonBeHiuio o npasax denoseka u onomenuituae (Osbeno, 1997),
a Uranus, JlrokcemOypr, Hunepnanapl, [lonsma u IlIBenus He paru-
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¢unuposanu ee. YuactHuiell KonBeHIn Taxke He siBisiercst Bemuko-
Oputanus [68, 101]. Hecmotps Ha 370, 3anpeT Ha BHECEHHE HACIESIYEMbIX
W3MEHEHHH B TeHOM YenoBeka B EC oTcyTcTByeT Ha 3aKOHOAATEINEHOM
ypoBte [102]. Hampotus, B CILIA nccnenoBanusi ¢ pernakTUpOBaHUEM
TeHOMa 3apOJIBILIEBON JIMHUK HE 3alpelieHbl Ha (enepalbHOM YPOBHE,
HO TaKue MPOEKTHI Yallle BCEro He MOMy4aloT OI0PKETHOrO (PMHAHCHPO-
Banus [68, 103].

Hayuonanvuvie nopmamuseno-npasossie akmovr KHP. B Hactos-
niee BpeMsi MyONHMKYIOTCA aHHBIE O TOM, YTO HAaIMOHAJBHBIC peria-
MeHThl KuTasi mo penakTHpOBaHWIO T€HOB YEIOBEYECKUX SMOPHOHOB
MEepeluId B COCTOSHHE CPaBHHUTENBHO IMOTHOH (YyHKIMOHHpPYIOIIEH
npaBoBo# cuctemsr [104].

B KHP renernueckas nadopmanus ornpeaensercs Kak «IaHHbIe,
MOJydeHHBIE B Pe3yJIbTaTe MU3y4eHUs] T€HETHYECKUX MaTepHalioB de-
noBeka» [105]. OtnenpHO BbInensiercs Oojee MUPOKOE MOHATHE «Te-
HETUYECKUX PECYPCOB UENIOBEKa», KOTOPOE BKIIOYAET T€HETHYECKYIO
MH(OPMALIUIO U TCHETUYECKHE MaTepuaibl (OpraHbl, TKAHU U KJICTKH,
coziep KalIre TeHbl yenoBeka) [75]. OOpalieHne reHeTHUeCKuX pecyp-
COB CTpOTO perynupyercs PermameHTOM ynpaBieHUs! YeNOBEYECKUMH
reHernueckumu pecypcamu KHP (2019), koropelii ycraHaBiuBaeT
crequagbHbie TPeOOBaHUS K IOPUAMYECKUAM JINIAM, OCYIIECTBIISIFOIIIM
000pOT TaKUX PECypcoB, a TaKke, BMECTE ¢ 3aKOHOM 00 OTBETCTBEH-
HoctH 3a npaBoHapyuenns KHP u YronosasiM kogexcom KHP, omnpe-
JeNSeT OTBETCTBEHHOCTD 32 COOTBETCTBYIOIIME HapylieHus [73, 74].

HccnenoBanusi Mo pelakTHPOBAHUIO HACIEACTBEHHOTO Mare-
pHaia KJIETOK 3apOoJbIIIeBOM JIMHUM 4enoBeka B Kutae peryiaupyer
OT/AENBHBIA JOKYMEHT — «PyKoBoAsIINE STHUECKHE IPUHLIUIIBI HCCIIe-
JOBaHUI SMOpPHOHANBHBIX CTBOJOBBIX KIETOK uenoBeka» (2003),
KOTOPBI J1€TaJbHO OMUCHIBAET MCTOYHUKU MPOHUCXOKICHHUS COOT-
BETCTBYIOIIMX MaTephasioB. JIOKYMEHT ompenensieT 3ampeT Ha HC-
MOJIb30BaHUE SMOPHOHOB C OTPEAAKTUPOBAHHBIM T'€HOMOM B PEIpo-
OYKTUBHBIX 1eIsx [75, 76].

B KHP ornmensHO CymiecTBYIOT HOPMAaTHBHO-TIPABOBBIE aKTHI,
peryaupyroue IpUMEHEHHE PENpOIyKTUBHBIX TEXHOJOTHHA B MEAH-
OUHCKUX Lemax: «PykoBonsiiue STHYECKHE MPUHIUIBI BCIIOMOTa-
TENBHBIX PENPOIYKTUBHBIX TEXHOJOTHH M OaHKOB CIIEPMBI YEIOBEKa»;
«TexHUUECKHH pErIaMeHT BCIIOMOTaTelIbHBIX PEMPOAYKTHBHBIX TeX-
HoJlorui»;, «OCHOBHBIE CTaHAAPTHl M TEXHHUYECKHE CHEHU(PHUKALNU
OaHkoB criepmbl uenoBeka» [106]. CTpykTypa HOpMaTHBHO-TIPABOBOMA
MamuHbl Kutas gomonHsiercs OTACTbHBIME JOKYMEHTaMH, perjaMeH-
TUPYIOIIUMH CTICIH(PHUYECKHE BOMPOCHl MCCIIEIOBATENBCKON ACATENb-
HOCTH, Kacalolleiics reHoMa 4elloBe4ecKoro SMOpruoHa. AHainu3 HOp-
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MaTHBHO-TIPaBOBBIX 1okyMeHTOB KHP, perymupyrommx ucciaenoBanus
M0 W3MEHEHUIO T'eHOMa KJIETOK 3apOABIILIEBOM JIMHUM YellOBeKa, Mpo-
BeneHHbIH biimHoBBIM 1 komwteramu (2020), mO3BONISET BBIICIHUTH BA
KOMITOHEHTa: OJHA YacTh HOPMAaTHUBHO-TIPABOBOIO ammapara periia-
MEHTHUPYET NMPOBEACHUE NOKIMHUYECKUX HCCIEAOBAHHM, BTOpas pery-
JUPYET MPOBEACHHE COOCTBEHHO KITMHUYCCKUX UCCIeI0BaHui [75].

PasButslit HopMaTuBHO-TIpaBoBoi anmnapatr KHP tem He menee
HE SIBJISIETCS, TI0 HEKOTOPHIM OLIEHKaM, JOCTaTOYHBIM Ui obecreye-
HUS TOJDKHOM 3allUTHI PaB MAMEeHTOB IPU MOTEHIHATBHOM BHEIpe-
HUU METOJIOB MPEHMIUIAHTAIIMOHHOW Tepanuu HacleICTBEHHBIX 3a00-
JICBaHHI B KIIMHUYECKYIO pakTUKy [107].

dopmupoBaHNE HOPMATHBHO-TIPABOBBIX WHCTPYMEHTOB pPeryiiu-
POBaHUS HCCIICNOBAHUH, CBA3aHHBIX C PEAAKTUPOBAHUEM T'€HOMa KJle-
TOK 3apOABIIICBON JIMHUH YEJIOBEKA, B IPYTUX CTpaHax MPOXOAHUT Me-
Hee uHTeHcHBHO [108-111].

Hopmamueno-npasosas pecynsayus 2eHOMHbIX UCCIE008AHULL 6
Poccuu. MHorue aBTOpBI OTMEYAIOT, YTO Ha CETOAHALIHUN JCHb B
Poccun ypoBeHb pa3BUTHSA HCCIIENOBATEIBCKOW JESTENBHOCTH B 00-
JIACTH TEHETUYECKUX MCCIICAOBAHMI YeTIOBEKa BBILIE YPOBHS OpraHH-
3alMi HOPMAaTHBHO-IIPABOBOIO OOECIICUEHUS! AAHHOW NESATEIbHOCTH
[40, 68, 75, 94, 108, 109, 112-114]. OcHoBHBIM JO0KyMeHTOM P®, per-
JIAMEHTUPYIOLMM UCIIONb30BAHNE TEHETHYECKIX TEXHOJOTUH, ABIAETCS
Ddenepanbablil 3aK0H 0T 5 ot 1996 r. Ne86-03 «O rocyaapcTBeH-
HOM PEryJIMpOBaHUM B OOJIACTH T€HHO-WHXCHEPHOW AEATENbHOCTHY.
Cornacho c1. 3 ®enepanpHoro 3akoHa ot 5 utoist 1996 r. Ne 86-03,
KHOPMAaTUBHYIO MPaBOBYIO 0a3y TeHHOH MHYKEHEPWH, BKIIOYAIOIIEH B
ce0sl TMarHOCTUKY T€HOMa M TeHHYIO TEparuio, COCTABIISIOT TOJIBKO
(enepanbHbIe 3aKOHBI M 3aKOHBI CyOBbekTOB Poccuiickoit denepannn»
[94]. Onmnako B cmity ero cratbu 1 mpHMeHEHHE METOIOB IeHETHYe-
CKOT'O PEAaKTUPOBAHMA K KJIETKaM M TKaHSIM YelOBeKa JaHHBIM JIOKY-
MEHTOM HE pErIaMeHTUPYeTCsI.

Oenepanpabiii 3akoH 0T 23 uroHs 2016 r. Ne 180-D3 «O 6uome-
JMITHCKUX KJICTOYHBIX MPOIYKTaX» B COOTBETCTBUU CO cTaTheil 1 He
pEryIupyeT HCIOIb30BAHUE <IIOJIOBBIX KJIETOK YEIOBEKa B LEIAX
MPUMEHEHHUS BCIIOMOTaTeNbHBIX PEIIPOAYKTUBHBIX TEXHOIOTHH, a TaKkKe
B Hay4YHBIX M 00pa3oBaTenbHbIX memsix» [108].

C ¢epans 2023 r. Oenepanvubiii 3akoH Ne 242-03 «O rocy-
JApCTBEHHOM T'eHOMHOW peructpamnuu B Poccuiickoit denepanuu» co-
JEPIKUT ONpenesieHne TeHOMHOM WH(popMauun — «OHOMeTpUYecKue
NepCOHANIbHBIE JaHHbBIE, BKIIOYAIOIINE KOAUPOBAHHYIO MH(POPMAIUIO
00 ompeneneHHBIX (PparMeHTax e30KCHPHUOOHYKIEHHOBOW KHCIIOTHI
(U3MUECKOro JIMLA WIK HEOMO3HAHHOTo Tpymna», a deaepanbHBIA 3a-
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koH ot 27 utonst 2006 1. Ne 152-@3 «O nepcoHanbHBIX JaHHBIX» PEry-
JHpYeT ee 060poT.

Munobpraayku Poccun Taxke moarorosuiio npoekt IloctaHos-
nenus [IpaButensctBa Poccuiickoit denepanun «O rocyaapcTBEHHON
nHpopManmoHHON cucteMe “HannoHanpHas 0a3a TeHETUYECKOW HH-
¢dopmanuu”». Kpome Toro, crates 34 denepanbpHoro 3akoHa «O0 oc-
HOBaxX OXpaHbl 370pOBbs TrpakgaH B Poccuiickoir denepanuu» ot
21.11.2011 r. comep>XUT JaHHBIE O TOM, YTO «BBICOKOTEXHOIOTHYHAS
MEAWIMHCKAs IOMOMIb ... BKIIOYaeT B ceOsi MPUMEHEHHE ... METOJIOB
TCHHOW MH)KEHEPHH ...», HO HE ONpEIesieT MOHATHE «TeHHOW HHKEHe-
pum», 00J1aCTH U TIOPSIKH €€ MPUMEHEHNS B OTHOIICHUH YeTIOBEKA.

Cr. 2 ®enepanbHoro 3akoHa ot 5 utonst 1996 r. Ne 86-D3 ompe-
JeTsieT TeHHYIO Tepalnio, KaK «COBOKYIHOCTh T'€HHO-MHEHEPHBIX
(OMOTEeXHONOTMYECKUX) U MEIUIIMHCKHX METOIOB, HAIIPABJICHHBIX Ha
BHECEHUE U3MEHEHHH B TeHETHYECKHI aImnapar COMaTHYECKUX KIETOK
YeIoBeKa B LEAX JICUCHNUS 3a00IeBaHUI».

C 2020 r. ucnonbp3oBaHUE BCIIOMOTATENbHBIX PENPOIYKTUBHBIX
TeXHOJOrui pernamentupyercs I[Ipukazom MuHHCTEpCTBa 3apaBO-
oxpanenusi P® ot 31 utons 2020 r. Ne 8031 «O mopsiike HCIIOIb30Ba-
HUSI BCTIOMOTATENbHBIX PENPOAYKTUBHBIX TEXHOJIOTH, MPOTHBOIOKA-
3aHUSX U OTPAaHUYCHUSAX K MX MPUMEHEHUIO», KOTOPBIH HE CONEPKUT
nHpopMauK 00 HCCIENOBATENBCKONW NESTEIBHOCTH IO 3TOMY Ha-
MPaBJICHUIO.

Taxum oOpa3om, B HacTosiiee Bpems (eaepalbHble HOPMATHB-
HO-TIpaBOBHBIE akThl PD He copepaT periaMeHTa HcClelOoBaHWH, Ha-
MpaBJICHHBIX Ha HacjeIyeMoe W3MEHEeHHWEe TeHOMHON HHdopMmauuu, a
TaKXXe Ha ero MpUMeHEeHne B KIIMHUYECKOH mpaktuke. Poccuiickoe 3a-
KOHOZIaTeNbCTBO HE PEriaMEeHTHPYET MOPSIOK OCYIISCTBICHHS KOH-
TpoJsisi B cpepe reHETHUECKUX HCCIIENOBAHUN, YTO BBI3BIBAET AWCKYC-
cuu [108].

Ommnowenue Poccuiickoeo 3akono0amenvcmea K HACIE0YeMOMY
pedaxmupoganuio 2enoma. Tak WM UHAYE, U3 BCEX MEXAYHAPOIHBIX
JIOKYMEHTOB, CBSI3aHHBIX C T€HETHYECKUMH HccieqoBanusMu, Poccus
MpUHsIIA TONBKO ycTaB MeKAyHapoIHOTO LEHTPa TeHHOW UHKEHEPHH U
ouorexnonoruu (Maapua, 1983)° [64, 115]. HexoTopslie uccienoBarenu

! ®enepansurrii 3akon ot 6 pepams 2023 T. N 8-03 «O BHECCHHH H3MEHE-
i B @enepanbHeiii 3akoH “O TocyqapcTBEHHOM TeHOMHOM perucrparun B Poccnii-
ckoif @enepanuu’” 1 OTACTBHBIC 3aKOHOAATENBLHBIC aKThl Poccuiickoit deneparim».

? Tocranosnenue IIpasurensctea P® or 07.10.1992 Ne 765 «O mpumstim
Poccuiickoii @enepanueil ycraBa MexXIyHapOAHOIO LIEHTpa I'CHHOH WHKCHEPUU U
OHOTEXHOJIOT U,
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OTMEYaroT, YTO 3apyOeKHBIC OpraHu3alliy, B ToM yncie EBpomneiickuii
cyxa no npaBam 4enoseka (ECITY), cuuraror, urto Poccust mpunepxu-
BaeTCs pa3pelIMTENbHOTO THIIA PEryIHPOBaHUS HCCIEAOBAHUN pelak-
THUPOBAHHS T€HOMa KJICTOK 3apO/IBIIICBON JIMHKUM YenoBeka [116].

ITpu sTom B Poccun pa3BuTHe TeHETUYECKUX TEXHOJIOTHIA, B TOM
Yrciie TEHEeTUYECKOTO PEelaKTUPOBaHUs, SIBISIETCS MPUOPUTETHOW 3a-
z[aqeﬁl.

[Ipesunent PO B.B. [IyTiH Ha coBeIaHNM O pa3BUTHIO T€HETHU-
yeckux TexHonorudd (2020) cpaBHMI MO 3HAYEHUIO Pa3BUTHE T'CHE-
TUYECKUX TEXHOJIOTHH C «aTOMHBIMH M KOCMHUYECKUMH MPOEKTaMHU
XX Beka» [108]. Ilpuoputer pa3BHTHS TEHETHYECKUX TEXHOJOTHUI
takxe 3akperuieH [loctanoBnennem [IpaButensctBa PO ot 22 ampens
2019 r. Ne 479 «O06 yrBepxkaennn denepanbHOil HAYUHO-TEXHUIECKOM
NpOTPaMMBbL PasBUTHA TCHETHIECKHX texHonoruii Ha 2019-2030 ro-
IBI»°, OFHOW W3 LeNell KOTOpoil sBIsiercs «pa3paboTka W aJanTanus
He MeHee 36 reHeTHYecKuX TEXHOJOoruil ams obecneueHust 6uodeso-
MAcCHOCTH M TEXHOJIOTUYECKON HE3aBUCHMOCTH, a TaKKe JAJISl HCIOJb-
30BaHMSI B MEIUIIMHE.

Hanpasnenus peanusanuu nporpaMMbl BKIIOYAIOT IIOHCK HO-
BBIX HHCTPYMEHTOB JJIsl PEJaKTUPOBAHHSI TEHOMAa», «CO3/IaHUE CUCTEMBI
Mep obecrieueHus] 6€30MacHOCTH MPUMEHEHUS! TEXHOJIOTHH TeHeTHYe-
CKOT'O PEJaKTHPOBAHUS» B ILEISIX «...MOBBIIICHUS KayecTBa >KU3HU
YenoBeka U 3(Q(EKTUBHOTO CHIDKEHUS MOTEph OT 3a0oneBaHuii». [lan-
HBIH JOKYMEHT TaKKe 3aKpeIuisieT, YTO «K OCHOBHBIM pasjiefiaM Ha-
MPaBJICHUSI OTHOCSTCS: ... pENaKTUPOBAHNE TEHETHIECKUX BAPUAHTOB U
nedekToB reHoma, MPUBOAALIMX K 3a00JIEBaHHUSIM C OIMMCAaHHOW TreHe-
TUYECKON 3THosoruei». Bmecre ¢ atuM, pacnopskenue IIpaBurens-
crBa P® or 05.05.2018 Ne 870-p «O06 yTBepKaAeHUU I1aHa MEPONPHSI-
it (“ZOpOKHON KapThl”) MO COBEPIICHCTBOBAHUIO 3aKOHOIATEHCTBA
U YCTPAaHEHWIO aJMUHHUCTPATHUBHBIX O0aphepoB B LESAX OOecIedeHHs
peammn3auny HanmoHanbHOW TEXHOJOTHMYECKOH MHWUIMATUBBI MO Ha-
npaBieHUI0 “XeNncHeT”» 3aKperisieT B KauecTBE LeNeil <«IOpOKHOU
KapThl» «yperyJupoBaHHE MOPsIKa MPOBENCHHS IOKIMHHUYECKHX H
KIMHUYECKUX HMCCIIENOBaHMUN, OOpallleHnsl MPOLEAYpP PeIaKTHPOBAHUS
reHOMa YeNOBeKa B MEANLIMHCKHX LIEIISX.

Takum 00pa3oM, TEKCTHI JaHHBIX JTOKYMEHTOB MOXKHO TpPaKToO-
BaTh Kak ONpeAeNSIONre pa3pelnTeNbHOE OTHOIICHHE 3aKOHOJa-

! Vkas Ipesunenta Poccuiickoit dexepamuu ot 28.11.2018 r. Ne 680 «O pas-
BUTHUU T€HETHYECKUX TexHonorui B Poccuiickoit deneparum».

2 (JlepedeHnb MOPYHUCHHIT IO HTOraM COBEIIAHKS IO BOIPOCAM PA3BHTHS [EHE-
THYECKUX TexHomoruit» (yrB. [Ipesumentom P® 21.01.2022 Ne [1p-95).
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TCIBCTBA K UCCIICAOBAHUAM I'CHCTUYCCKOIO PCAAKTUPOBAHUSA 3M6pI/IO-
HOB YCJIOBCKA, a TAKXKC K UX BHCAPCHUIO B KIIMHUYCCKYIO IIPAKTUKY.

IHoTeHuMaJBHBIN cTATYC IPUMEHEHHUS TeXHOJIOTHIA
reHeTH4ecKOoro perakruposanus B Poccun

[Ty6nukanuss MexayHapoaHBIM OOIECTBOM HCcIenoBaTeneit
ctBoIoBBIX KiIeToK (ISSCR) HOBBIX TaitmnaitnoB (2021) ormenunia 3a-
npeT Ha HCCIeAOBAaHUE YeTOBEUSCKUX SMOpHOHOB nonbine 14 nneit
MOCNE OMIOAOTBOPEHUS, MPEIJIOKUB MPOPUILHBIM KOMHUTETaM, HpU
y4acTUu Mpo¢ecCHOHANBHBIX U IPYTUX COOOLIECTB, ONMPEAENTh Liee-
CO00pa3HOCTh MPOUICHHS KKIOr0 OTIEIBHOT0 mpoekTa [97].

BBuny orcyrctBust B PO koHCeHCyca MO TEXHOJIOTHSAM T'€HOM-
HOro penaktupoBanus ['pedenmmkoBa u komiern (2021) onmceiBaroT
JIBa BapHaHTa WX BHEIPEHHS B KIMHHYECKYIO TPAaKTHKy B Poccum.
OJIMH U3 HUX PacKphIBAeTCs KaK «IIPABOBOE HACUIIHEY, C YTBEPKICHHEM
€IMHCTBEHHO BEPHOW MOpPAJbHOM TOYKM 3pEHHS ¥ UTHOPHPOBAHHEM
WHBIX B3MJIAZ0B. JTO, M0 MHEHHUIO aBTOPOB, MPUBEIET K OOIIECTBEH-
HOMY HaIlpsOKEHUIO W HeJoBepuio. BTopoil BapuaHT mpezmonaraer
TIOUCK «IIMBUJIN30BAHHBIX ITyTEH COTTIACOBAHUS CIIOPHBIX CUTYaLlUil HA
OCHOBE COBEILATEIFHBIX MPOLEAYP M ColraibHOro nuanora» [40].

[MpakTHyeckas peaau3anys MHOTHX WHHOBAIIHOHHBIX IPOrPaMM
BBI3bIBAIa HENOBEPHE KaK y IIMPOKOH OOIIECTBEHHOCTH, TaK M Y OT-
JeTbHBIX clienuanucToB. OAHUM M3 TPUMEPOB MOJOXKHUTEIBHBIX pe-
3yJIbTaTOB BHEIPEHUS MOMOOHBIX TEXHOJIOTUH MOXET CIyHTh OMBIT
peanu3anny HallMOHAJBHBIX nporpamMMm AscTpanuiickoro Coroza. Tak,
ISl pemeHus nmpooneMel nedunura auarHoctuku O3 B ABcTpanuu
Obuta paspaborana Ctparernueckasl mporpamma 1o peaKuM 3adosieBa-
HusiM 3anaaHoi ABctpammu Ha 2015-2018 rr. (Western Australian Rare
Diseases Strategic Framework 2015-2018 (RD Framework). B pamkax
IporpaMMbl ObLIa CO3JIaHa CIyk0a TUarHOCTUKH PEAKUX U HEAHMArHo-
ctupoBaHHbIX 3aboneBanuii (the Rare and Undiagnosed Diseases Dia-
gnostic Service, RUDDS), ucnonp3yromas B Ka4eCTBE AUArHOCTHYCSCKHX
WHCTPYMEHTOB TaprerHOe MOJEKYIIPHO-TEHETUUECKOE MCCIIEIOBaHUE, a
TaKKe MOTHOIK30MHOE H TIOTHOr€HOMHOE CeKBeHUpoBaHue [117].

K monobueiM mpoekTtam oTHOcHUTCS «Muccust MakkeH3u» — HUc-
CIICIOBATENbCKUI TPOEKT AeTNapTaMeHTa TEHOMHKH ABCTpaldH IO
BBISIBIICHHIO HOcHTeNnell reHoB 750 >KM3HEYTpOXKAaIOIINX COCTOSHUI
(Mackenzie’s Mission, the Australian Reproductive Carrier Screening
Project) [118]. C nenpto nanpHEHIIEro MOBBIICHUST Ka4eCTBa AUArHO-
CTHMKH, HHTETPallM{ JaHHBIX B Pa0dOTy 3JIEKTPOHHBIX 0a3 1 OH0OaHKOB,
a TaKkXKe JUIs Pa3BUTHS U BHEIAPCHUS B 3[paBOOXPaHCHUE ABCTpaIIHH
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MPOEKTOB, CBS3aHHBIX C TE€HOMHBIMH TEXHOJIOTHSIMH, OblIa MPHUHATA
Hanmonansnas nporpamMma reHomukun Abcrpanmu  2018-2021
(National Health Genomics Policy Framework 2018-2021) [119, 120].

AHaim3 TEKCTOB yKa3aHHBIX BBILIE IPOTPAMM MO3BOJISIET CYAUTH
0 TOM, KaK MPOUCXOOWIIAa UX pa3padOTKa M KakUM 00pa3oM C HX TIO-
MOIIBIO COBEPIIEHCTBYETCA CHCTEMa aBCTPATUICKOTO 3IpaBOOXpaHe-
HUsl. J[ByMs BaskKHEWIIMMH OCOOEHHOCTSMH, MOBJHSBIIUMH Ha YCIEX
peanu3anyy ONMMCAHHBIX BBILIEC MPOTPaMM, CTaJH IIUPOKOE H3Y4YCHHE
O0ILECTBEHHOI'O MHEHHS M MIPSIMOM THAJIOT C MAllMEHTaMH, YTO TIOMOTJIO
YEeTKO OMHUCaTh COLMANBHBIN 3ampoc K (GopMupYIOIIeiics cdepe «reHe-
TUYECKOT'0%» 3IpaBOOXPaHEHUSI.

Ocoboro BHMUMaHUS 3aciIy)XKMBaeT TAaKXKe TO, YTO peaTu3alus
KaXI0TO M3 IMPOEKTOB COMNPOBOXKIAIACH IIMPOKUM OCBEIICHHEM B
CMU: mpoeKThl AeTalnbHO ONMUCHIBATIMCH Ha TOCYAapPCTBEHHBIX MOPTa-
J1aX; IPOBOIWIKNCE O0pa30BaTebHBIE MEPOIIPUSATHS ISl CLIEUAINCTOB
U paOOTHUKOB HEKOMMEPUYECKOI'O CEKTOpa C COOTBETCTBYIOUMM (hu-
HaHcupoBaHueM [117, 119-123]. [Ipyrumu cioBamH, B XOJ€ peann3a-
LIUU aBCTPAJIMHUCKUX MPOrpamMM IPOBOAWIIOCH MPOCBELICHUE Hacese-
HUS U HOPMHUPOBAHHE OOIIECTBEHHOTO MHEHHA.

Takum 00pa3oM, M0 MHEHHIO aBTOPOB TAHHOM TJIaBbI, H3JI0KEH-
Hble ["pebeHnrkoBoi u komteramu (2021) BapuaHTHI BHEAPECHHS yKa-
3aHHBIX TEXHOJOTHH B KJIMHUYECKYIO IPAKTUKY HE MPOTHBOPEYAT APYT
Opyry W TOIJICKAT B3aMMHOMY JOTIONMHEHHIO C HCIOJIB30BAHUEM pe-
3yJIBTaTOB MEXIYHAPOAHOI'O OMbITa MO «HEHACHILCTBEHHOMY» (hop-
MHUPOBaHHIO «IPaBHIBHOT0» 001IecTBeHHOro MHeHus [40].

IIpumenenune cucrembl CRISPR / Cas9 B Tepanuu
HaCJIeICTBEHHBIX 3200/1eBaHN

B mHacTosimiee BpeMsi KIMHHYECKUE MCCIICOBAHMS C HCIIONB30-
BanneM CRISPR/Cas9 Ha coMaTHUeCKUX KJIETKaX MPOXOMAST IS TAKHX
HACJCIACTBCHHBIX  OOJIeE3HEW, Kak [-Tamaccemusi, CEpPIOBUIHO-
KJICTOYHAsT aHemwus, Muomuctpodus JlrolmeHHa, TPaHCTUPETUHOBHIN
amuiionnio3 u apyrux [124]. B 2022 r. Obuta omyOnaukoBaHa padora
Dang u xomier, cBHIETENLCTBYOMAS 00 YCIEIIHOM PEAaKTHPOBAHUH
TeHOMa 3WTOThI, HECYIIEH MYTAaHTHBIA T'eH JIAMEUIIPHOTO WXTHO3a
TGM1 B roMO3UTOTHOM COCTOSIHUHU. |"aMeThl OBIIIM MTOTYYEHBI OT Mapbl
JIOHOPOB, C JIBYKPaTHBIM HEBBIHAIIMBAHUEM OCPEMEHHOCTH B aHAMHE-
3e. B uccnegosanuu ucnons3obaiack cucrema CRISPR/Cas9 ¢ monu-
¢ukanueit anernHOBEIX BE; mccrnenoBatenu 3asBuimm 00 OTCYTCTBHUH
MyTaluii B HELENEBBIX 00JacTsaX. Pa3BUTHE OTpEAaKTUPOBAHHBIX M-
OpHOHOB IN VIIr0 He OTIMYAIOCh OT TAKOBOTO Y SMOPHOHOB W3 KOH-
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TPOJILHOW TPYIIEBI, TeM HE MEHEEe, B COOTBETCTBHH C 3TUYECKUMHU
NPUHLIUIIAMH, DKCIIEPUMEHT ObLI mpepBaH Ha 14-¢ cytkm [125]. Pe-
3yNAbTaThl MOJOOHBIX HCCIECIOBAHUN TMO3BOJSIIOT MPEINOJaraTh, 4YTO
MPU YCTPaHEHHH BCEX CYIICCTBYIOIIMX Ha JaHHBIH MOMEHT OrpaHuye-
uuii, TexHonorust CRISPR/Cas9 moer ObITh MHTEIpHpPOBaHA B CTaH-
napTHele TpoTokosibl DKO poccriickoro 3apaBoOXpaHEHus.

Jnist OLeHKH 3KOHOMHYECKOH 3 QEKTUBHOCTH JaHHOTO METOJa
B Cllydyae BHEAPEHHS B KIMHHUYECKYIO NPAKTHUKYy HEOOXOOMMO Hame-
TUTH MIPUMEPHBIN TOPAIOK COOTBETCTBYIOIINX MaHUITYIISILIHH.

Jluzaiin nocredosamenvrnocmu gRNAS u JTHK-mampuywr. Tlepen
HETOCPEICTBEHHOW MOoAn(UKAIIel TeHOMa KJIETOK 3apO/IBILIEBOM JIn-
HUU HeoOxoauMo mpoBecTH pa3paborky u cuHTe3 SQRNA m JIHK-
marpuisl. DpdexrruBHocTh padotsl CRISPR/Cas9 nanpsmyio 3aBucut
ot cneunpuunoctu cszbiBanus SJRNA ¢ meneBeim yuactxkom JTHK.
ITon6op SGRNA ¢ HU3KHM ypOBHEM HELENEBBIX APPEKTOB 0 CUX MOP
octaercsi cnokHod 3anmaueii. Ilokazano, uyto mpucoenuaenne Cas9
MPOMCXOAUT JaXKe MpU HemonHoH komiuieMeHTapHocTH SQRNA u
JHK: nocrarouno coBmagenus 12-16 w3z 20 myxneorumoB SGRNA
[126]. [dns onTtumm3anmu Iu3aiiHa TOCICAOBATEIBLHOCTEH, Hampas-
nmstommx SQRNA, UCTIONB3yroTCsl OHJIAHH-CEPBHUCHI, KOTOpBIE IMO3BO-
JISIIOT ONPENETUTh BCE TOTEHIMANBHBIE CaiiThl MOTU(UKALIMN cHCTEMON
CRISPR/Cas9 B mnenesoii mocnenosarensHoctyt JIHK, mpeamonarae-
MyI0 3(QQPEeKTHUBHOCTE MOAMGDUKALUK, KOTUYECTBO M PACIONOKEHUE
BO3MOJKHBIX HeIIeNIeBbIX caiToB mnpucoequHenus Cas9 [127, 128].
Baxnpm sTanom nepen ucnonb3oBanneM SQRNA sBisercst ampoba-
nusi ee pabOTHl HA KIIETOUHBIX JIMHUSAX OT MAlMEHTOB U MOJEIBHBIX
KUBOTHBIX.

Jnst 1eneHanpaBieHHOTO BOCCTAHOBJIEHUS HOPMAaJbHO (YyHK-
HUOHUPYIOIIMX TEHOB B peaaktupyemble kierku BHocaT JHK-
MAaTpHIIbI, KOTOPbIE BHICTYIIAIOT B Ka4eCTBE MIa0JIOHOB IS pernapanun
DSB [129]. dnst BctpauBanus 5'- u 3'-koHusl JJHK-MaTpuisl qomKHbI
coJiep’KaTh TOMOJIOTHYHBIE YYACTKH C MECTaMH MPHCOEIUHEHHS K Te-
HomHoit JIHK. YtoObl mckmrounts moBTOpHOE pacmierienne JIHK-
BCTaBOK HEOOXOJMMO OIPEeNUTh HAJH4YHe B UX TOCIEI0BATEIIEHOCTH
caiftoB y3HaBaHusi komriekcom JRNA-Cas9. J{ns ympomenus paspa-
6otk JJHK-MaTpu1l pekoMeHayeTcsl HCHONb30BaTh ClieHUaIbHbIE OH-
naiiH-cepuchl [130, 131]. B cBsi3u ¢ TeM, 4TO OCHOBHBIC HEIICICBBIC
W3MEHEHUS B TeHOME MPOUCXOIAT MPU CO3IaHUH U penapalyy AByLe-
noyeyHsIX pa3peiBoB JJHK, MeTonbl, ocHOBaHHbBIE Ha MCIOIB30BaHUH
Huka3 (pepmeHToB, cozmarommx onHouenodeuHbii paspeiB JIHK),
takue kak BE m PE, mMeror mpenmyinecTBa B TepaneBTHUYECKOM

203



NpUMEHEHHH, TaK Kak Hecneuu@uieckas: akTUBHOCTb ATHX MOIU(H-
Kaluil CHIDKEHa 10 MUHUMYMa.

Brecenue cucmemvr CRISPR/Cas9. OcHoBHBIM criocoO0OM BBejie-
Husi KomoHeHTOB cructeMbl CRISPR/Cas9 B 3uroTsl sSBISIOTCA MHUKDPO-
WHBEKIUU B LUTOIIA3MY TP MIOMOLIN HHBEPTUPOBAHHOTO MHUKPOCKOIIA,
OCHAIL[EHHOTO THAPaBINYECKUMHU MaHumyJssitopamu. [IpeaBapurensHo
B Oy(epe roroButcs cmech u3 SQRNA, Cas9 (vare Bcero B Buze Oemka)
n JJHK-MaTpu1ip1, KOTOpas 3arpykaeTcsi B UTIIbI K XPaHUTCS Ha JIbILy A0
Hayvasa TpOBEIEHNUS MHbEKIMHU. [ mpoBeaeHs] MUKPOHMHBEKLNH 3H-
TOTHI TIOMEMIAIOTCS Ha MPEAMETHOE CTEKIIO B Kamiu cpeasl M2, Tlpu-
3HAKOM YCHEUIHOM MHBEKUUH SBISIETCS JIOKAIbHOE HaOyxaHHWE IUTO-
mia3mel. [locine MUKpOMHBEKLIMHN 3UTOTHI MEPEHOCATCS B MPOOHUPKH C
HOBOHU cpenoit M2 n nakyOupyrorcs npu temnepatrype 37°C. ns cHu-
KEHUS HEIEeIEeBhIX MyTalllii 1 MO3auIIM3Ma PEKOMEHIYETCS MPOBOIUTH
napexkimu CRISPR/Cas9 B 1- unu 2-KIeTOYHBIE 3UTOTHL IHOO COBMECT-
HO C MHBEKIMEH CcriepMaTo30m10B B sitneknerky [50, 132]. B uccnemno-
BaHMAX Ha SMOPHOHAX KHUBOTHBIX YacTO MIPUMEHSETCS METO TOCTAaBKU
CRISPR/Cas9 B 3urothl myTeM 3JIeKTporopauu. B ormmimyune oT MUKpO-
WHBEKIUN TOCTAaBKa dJIEKTponopanmeil smisercs Oonee MpoCTOd U He
TpeOyeT crenuanbHBIX HaBbIKOB. HeoOxoanmoe obOopynoBanue is
MPOBEACHHS 3JCKTPONOPALIMK BKJIIOYAET CHUCTEMY 3JIEKTPONOpAlMU U
anektpon Ilerpu amst oorutoB. Kommonentst CRISPR/Cas9 u 3urotst
CMEIIMBAIOT B IUTATENBHOM Cpeie U MEPEeHOCAT Ha IPEIMETHOE CTEKIIO
AIIEKTPOJa ISl OOLMTOB, 3aTeM 00padaThIBAlOT HECKOIBKHUMHU MMITYJIb-
camu. [locne 3TOro 3UroThl MEPEeHOCAT B HOBYIO MUTATEIABHYIO Cpeny U
octaBisitoT Ha 24 yaca B CO,-unKybarope [133, 134].

IIpeumnaranmayuonnas u npeHamanbHas OUACHOCMUKA 2eHOM-
Holx moougurayuil. TTomumMo MOpPGHOTOTHYECKON OICHKH KavyecTBa,
npumensemod B mporpammax OKO, mnepex mnepeHocoM TI'eHHO-
MOIU(PULIUPOBAHHBIX IMOPHOHOB HEOOXOIUMO yIOCTOBEPHUTHCS, UTO Y
HUX OBUIM TOJTydeHBI TONBbKO oxupgaeMbie Moaupukanun JAHK. s
nposenerus [1I'J] ocymectsisiercst 3a0op Ouorncun OiactoMmepa MU
TpodaKTOAEpPMBI SMOpHOHa. [lanee MaTeprall HAIpPaBIIOT HA MOJIEKY-
JSIPHO-TEHETUYeCKUi aHanu3. Hawmydmumm MeTonoM AMarHOCTHUKU
3¢ GEKTUBHOCTH W TOYHOCTU TPOBEACHHS PEOAKTHPOBAHHS TeHOMa
NPU3HAHO MOJHOreHOMHOe cekBeHupoBanue [135]. Kak anbrepHaTtuBa
MOJTHOT€HOMHOMY CEKBEHHPOBaHUIO MOXET OBITh Hcnojib3oBaHa [11[P-
ammndukanus ueneBbix gparmentos JIHK, a takxke u3BecTHBIX He-
LeneBbIX (parMEeHTOB penapanny ¢ MOCiIeIyIOUMM CEKBEHUPOBAHUEM
mo Conrepy [136]. Takxke Bo3MOkHO mpumeHenue FISH-merona
(¢pmyopecuentHoi#t TOpuau3auu in situ) wmn CGH-ananuza (cpaBHu-
TEIBHOW TE€HOMHOW TMOpHaM3anny Ha Mukpounmnax) [137, 138]. lan-
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HBIE METOJIBI 00J1a1aI0T BBICOKOH YYBCTBUTEIBHOCTBIO /TSI BBISIBICHUS
XPOMOCOMHBIX aHOMAJIMH MPEUMIUIaHTAMOHHBIX SMOPHOHOB. 4acTOTa
ommbok He npepbimaer 2% [139]. IloreHuunanbHbI PUCK B Hempa-
BUJIBHOM MHTEpIIpETalUu pe3ynbTaToB Ha artane [II'JI cBsA3bIBaIOT ¢
HaJIM4YMEM XpPOMOCOMHOTO MO3auI3Ma y SMOpHOHOB. Tak Kak B X01e
3abopa Ouoricuu cobupaercss HeOOMBIIOE KOTMUECTBO MaTepHralia — OT
2 o 10 xmerok, pe3yibTaThl MOJEKYISIPHO-TEHETHYECKOTO aHajn3a
MOT'YT HE OTPa)XaTh YCIIEIIHOCTh TEHOMHOT'O PEIaKTHPOBAHUS BO BCEX
kieTkax sMOpuona [140]. B cBs3u ¢ 5THM Npu BHEAPEHHH METOIOB
PEeaaKTHPOBaHKS F'eHOMa KIETOK 3apO/bIIIEBON JTMHIH YeSIOBEKA C IIENBI0
KOPPEKIMU HeXeNaTelbHbIX HAaCIeACTBEHHBIX 3a00JeBaHUN MOXKET
noTpeOoBaThCA MPOBEACHUE IOMOJHUTEIBHOTO Te€HETHYECKOTO CKpH-
HUHTa BO BpeMs OepeMeHHOCTH. B kauecTBe nmpeHaTalbHON reHeTHde-
CKOIl TMarHOCTUKU MOTYT OBITh MCIIOJIb30BaHbl HEMHBA3UBHEIC (CEKBe-
HupoBanue ¢eranbHoii JJHK) mnm wHBa3uBHBIE MeToabl (OHoncHs
BOPCHH XOPHOHA, aMHHUOIICHTE3 WK KopaoueHTes). [IpenmymniecTBamMu
HEMHBA3MBHOTO aHAJIN3a SBJSIIOTCS BBICOKAas TOYHOCTH, BO3MOXKHOCTD
NPOBEICHHUS Ha PaHHHX CPOKax (c JIeBATOIH Hemenmu OEpeMEHHOCTH) H
0e30IacHOCTh 10 CPaBHEHHIO C MHBa3WBHBIMH Meronamu [141]. U3
WHBa3UBHBIX METOJOB OoJjiee TPEANOYTHTEIFHBIM B KIMHHYECKOH
MPaKTHKE MOKET CTaTh OMOICHSI BOPCHUH XOpHOHA, T.K. €€ MIPOBEICHUE
BO3MOXKHO ¢ 9-10-i1 Hemenu GepeMEeHHOCTH. AMHUOLICHTE3 U KOPAOLICH-
Te3 MpoBoxUTCS Ha Oosee mo3aHeM cpoke — 16—-21 Henens. Hecmorps
Ha TO, YTO MHBA3MBHBIE METOIBI MMEIOT BBICOKYIO AMArHOCTUYECKYIO
3¢ GEKTUBHOCTB, OHU CBSI3aHBI C PUCKOM BO3HMKHOBEHHSI OCIOKHEHHH,
BKJIIOYas HEBHIHAIIMBaHUE OEPEMEHHOCTH, BHYTPHYTPOOHYIO THOEIb
TUIOJIA, CAMOIIPOU3BOJIbHBIC TIPSKACBPEMEHHBIE POIbI 1 JIp. [142].

Eme onanM akTopoM, KOTOPBI MOXKET 00yCIIOBINBATE JIOKHBIC
pesynbraTel uHTeprnperanuu ganHeix [IUJl, siBisiercs HEZOCTaTOYHO
W3y4YeHHas HEKOIUPYIollas 4acTh reHoMa denoBeka. [Ipu oOHapyxe-
HUU KaKuX-THO0O M3MEHEHUI B KOAMPYIOIIEH YacTH reHOMa, BO3HHUK-
IIMX B Pe3yJbTaTe pelaKTHPOBAHUS SMOPHOHA, MOKHO OTHOCHTEIIBHO
MPOCTO AaTh OLEHKY MAaTOreHHOCTH. Ecim jke M3MEeHEHHsI PerucTpu-
PYIOTCSI B HEKOAMPYIOLICH YacT reHoMa (MEKTeHHbIC YYaCTKHU, K TPH-
Mepy), TO C MOJHOH YBEPEHHOCTHIO OTMEYaTh UX MATOr€HHOCTh WIIU
HEMaTOreHHOCTh HE MPEACTaBIIIeTCS BOSMOXKHBIM. B CBSI3M ¢ 3TuM,
HapsIy C COBEPLICHCTBOBAHMEM METO0B T€HOMHOI'O PEJaKTHPOBAHUS
u [II'/l, nepen BHeIpeHUEM peJaKTHPOBAHUS 3MOPHOHOB B KaueCTBE
MeToAa JieueHHs 3a00JieBaHMN YelIOBEKa BAa)KHO IMOJYYHUTH IOJTHOE
npeacTaBieHre 0 GYHKIUSIX MHOTHX CTPYKTYPHBIX IEMEHTOB TeHOMa
genoBeka [50].
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B Hacrosiiee BpeMsi HET KJIMHUYECKUX M IKCIIEPUMEHTAIBHBIX
JaHHBIX, TIOKa3bIBAIONINX, KAKOW M3 METOJOB F€HETHYECKOT'0 TECTUPO-
BaHUS U Ha KakoM dTare sMOpHoreHe3a HauOosee NOCTOBEPHO CMOT
051 onpenenuTh ) (HEKTUBHOCTh TEHOMHOTO PEAaKTUPOBAHUS Y YENO-
BEUYECKUX YMOPHOHOB.

Oyenxa sxonomuueckol 3¢pgpexmusnocmu. Buenpenue B menu-
LOUHCKYIO MTPAKTUKY METOJI0B TEHOMHOTO PEeJaKTHPOBaHUSI SMOPHOHOB
Kak croco0a JiedeHus: oppaHHbIX 3a00IeBaHNN HEN30EKHO PUBENET K
MHOTOKpPAaTHOMY yaopoxaHuto npouenypbl KO (cpemHsist cTOMMOCTD
B Poccum or 100 000 pyGuieit). Hamu ObL1 mpoBeieH pacyer mpumep-
HOW CMETHI pacxoi0B Ha MPOBEJCHNE TEHOMHOI'0 PEJAaKTHPOBAHUS SM-
OpHOHOB uelloBeKa. 3aTpaThl, YUUTHIBAS HECKOIBKO MOMBITOK MOIy4e-
HUSl KauecTBEHHBIX 3MOproHoB, Morytr gocturath 200 000 pyOuneit.
[TomMumMo 3TOrO, CTOMMOCTD HEOOXOOUMOW MOJNEKYISIPHO-TE€HETHIECKOM
JIUarHOCTHKH B 3aBHCHMOCTH OT BBIOPAaHHOTO METOAa MOXKET BapbUPO-
BaThest oT 9500 no 180 000 pybmneii. lonONMHUTENBHO CTOUT YUYUTHIBATH
CTOMMOCTB OTJENBHBIX MaHUMYIALMH 10 3a00py MaTepHaia JJis reHe-
tuueckoro ananu3za (ot 5500 mo 44 980 py6ueii) [143]. Takum obOpa-
30M, CTOMMOCTB ofiHOro nukina KO, BKIIOYAIONIEro reHOMHOE PeaaK-
THUPOBaHKE KJICTOK 3apOJbIILIEBO TMHIH, MOXKeT cocTaBsTh o 300 000
no 700 000 pyOueii, B TO BpeMsi Kak Tepamnusi, HaIpuMep HyCHHEpce-
HOM, crouT oT 625 000 mo 750 000 monymapoB Ha OMHOrO MAIMEHTA B
MepBBIA TOA JeueHus, a 3ateM okono 375 000 mommapoB KaxkKIblid 0]
*u3Hu manuenta co CMA 5q [144]. CornacHo otuery donna «Kpyr
no6pa» 3a 2022 r., Ha 3aKynKy OopQaHHBIX MPENnapaToB 3a yKa3aHHBIN
nepuoj Obwio moTtpaueHo 61,4 mupn pyOneil, mpu 3TOM OCTaTOK
cpeacte @oHna Ha KoHen mepuona coctaBun 131,2 mupa pyOneit
[145]. Takum oOpa3oM, U3 TOOBOro ocTaTka cpeactB DoHma B Teopun
BO3MOXKHO OBLTO OBI TpoBecTH Mo MeHbIneld mepe 187 500 nporenyp
OKO ¢ mpeummnanTanoHHoil Tepanueii O3, B To BpeMs Kak odiiee
gucio nogornedynbix ¢ouna B 2022 r. mocturio nmmb 5214 yenoBek
[145]. C apyroii cTOpoHBI, yKa3aHHbBIC pacyeThl MPOU3BEICHBI HCXOJIS
U3 TOro, YTO MPH PEAAKTHPOBAaHMHM AMOPHOHA HE OBLIO BHECEHO JO-
MOJTHUTENBHBIX MyTalluil B TeHOM SMOPHOHA, KOTOphIE MOTJIN OBl TIPH-
BECTH K JApYromy 3a00J€BaHHUIO, JICUEHHE KOTOPOrO HECET AOMONHU-
TeNbHbIE BO3MOXKHBIE PACXOIBI.

3aki04eHue
Ha cerogusmnunii n1eHp npenMIuiaHTalmonHas Tepanus O3 mpu

IIOMOIIM COYCTaHHsA MCTOAOB OKO u PCAaKTUPOBAHUA T'CHOMA 3SM-
6pI/IOHOB ABJIACTCA TNCPCICKTUBHBIM HAIPABJICHUCM B JICUCHHUU HaA-
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CIICICTBEHHBIX 3a00JeBaHUH. AHAJIM3 JIUTEPATyphl, MPOBEACHHBIN B
xoze paboThl, OKa3aj, YTO NPUMEHEHHE JaHHBIX METOJOB B TEpaluu
O3 He mpoTHUBOpEYUT Oa30BBIM MPHUHLMIAM OHOITUKH W SIBIACTCA
SKOHOMHYECKH Lenecoo0pa3HbIM. B HacTosIee Bpemsi onyOIMKOBaHEI
paboThl, CBHIETENbCTBYIOIIME O BO3MOXXHOCTH IPOBEICHUS MPEHM-
iantaimonHoit CRISPR/Cas-tepanuu reHeTHYeCKUX 3a00JIeBaHUN C
HHU3KOI 4acTOTOM HeXenaTelbHbIX siBieHuid [57, 58, 125]. Tem He me-
Hee HOPMaTHBHO-TIPABOBOE PEryIMPOBAaHIE IPUMECHEHHS TaHHBIX TeX-
HOJIOTUH B HCCIENOBATENbCKUX M KIMHMYECKHX Lenix B Poccum Ha
JaHHBIA MOMEHT HE MOXET OOecHeYuTh KadecTBO W 0e30MacHOCTD
MpoLenyp, HECMOTPSL Ha BBICOKYIO 3aMHTEPECOBAHHOCTb M B IIEIOM
paspemnTenbHoe oTHomeHne PP k mpuMeHeHHI0 OMOTEXHOJIOTHH B
MeIUIIHE.

JlaHHBIC O HATMYMK COLMAIBHOTO 3aIpoca 00IIEeCTBEHHOCTH He-
KOTOpBIX CTpaH Ha NMpUMEHEHHE OMOTEXHOJOTWH B MperMIUIaHTalu-
OHHOHM Tepamnuu HacJeICTBEHHBIX OOJE3HEH MO3BOJSIOT MpENIoiaraTh
HaJIM4Me COOTBETCTBYIOMLIEro 3ampoca B P®, uro Tpedyer nmoaTBep:xie-
HUS IIyTeM MIPOBEACHHS COLMOIOTMYECKUX HccaenoBanuil. B coorser-
CTBHHM C Pe3yJNbTaTaMy aHaju3a 3apyOeXHBIX MMPOrpamMM 3IpaBooxpa-
HEHHUS C UCIIOJIb30BaHUEM OMOTEXHOJIOTHH KIIIOYEBBHIM MEPONPHUSTHEM
SBIISIETCS] paclpocTpaHeHne HH(popMalu 0 OHOTEXHOIOTHIECKUX Me-
TOJAaX W UX MOTEHIIMAIBLHON POJIM B MEIUIIMHCKON MpaKTHKe s (op-
MHUPOBaHHUS TIO3UTHBHOTO 00IeCTBeHHOr0 MHEHHs [81, 75, 117].

Moaudurkanuss HOPMATHBHO-TIPABOBOIO PEryIUPOBAHHS TPH-
MEHEHUS TEHETUYECKUX TEXHOJIOTUH B HMCCIENOBAHMAX M B KIUHUYE-
ckoif mpakTrke B P Bo3MOXHA ¢ momoInisio popmupoBanus padouei
rpymnmbr?, ¢ HCMONB30BAHIEM MPEUIOXKEHHIT MHOrHX aBTopos [40, 64,
108, 116] u 3apybexnoro ombiTa [75, 117-123].

! Mocranosnenue Ipasutenscrsa P or 22 ampems 2019 r. Ne 479 «O6 yr-
BepxkaeHuH DenepanbHOd HaydHO-TEXHUYECKOM MPOrpaMMbl Pa3BUTUS TEHETUYECKUX
texHosoruit Ha 2019-2030 rogp».

2 Pacniopsoxenue Ipasurenscrsa PO or 05.05.2018 Ne 870-p «O6 yrBepiae-
HUH TUIaHa MeponpusThii (“ZOpOKHOM KapThl”) 1O COBEPIICHCTBOBAHUIO 3aKOHOMA-
TEJBCTBA M YCTPAHEHMIO aIMHUHUCTPATHBHEIX 0apbepoB B LESIX 00ECIeUeHHs peann-
3arun HarpronamsHOM TeXHOIOrMIeCKOH MHUIMATHBEI 110 HallpaBJICHUIO “ X encHeT .
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CBEJEHUA Ob ABTOPAX

bapanosa Enena Egzenvegna — xanauiaT MEOUIIMHCKUX HAYK,
noreHT kadeapsl Meaunuackoit reneruku I'BOY JII10 «Poccuiickas
MEAUIMHCKAsA aKaJeMUs HENPEPhIBHOTO NMpogdeccroHanbHoro oopaso-
BaHMA» MuUHMCTEpCTBa 3ApaBooxpaHeHHst Poccuiickoil denepanny,
MeauuuHCckui qupektop OO0 «IBoren».

booynosa Hamanva Anexcanoposna — KaHIuaaT METUIINH-
CKHX HayK, 3aBeAylomas LleHTpoM mepcoHaIM3UPOBaHHON METUIIMHEI
I'bY3 «MKHI] um. A.C. Jlorunosa [I3M».

bopucosa Anexcandpa Onezoéna — crapiuvii npenojaBaTenb
kadeapst 6uostrkn PHUMY um. H.U. TTuporosa.

bpuizzanuna Enena Bnaoumupoena — kanauaat GuaococKux
HayK, JIOLeHT, 3aBenyromas kadpenpoit ¢unocodhuu obpazoBanus ¢u-
nocogekoro dpakynsrera MI'Y um. M.B. Jlomonocosa.

Boicmpuuykuit Auopeii Anexcandposuy — KaHauaaT OWOJIOTH-
YECKUX HAyK, BEMYIIUH HAyYHBIA COTPYIHHUK J1a00paTOPHUHU MOJICKY-
JIIPHO-TEHETUYECKUX METOJI0B MHCTUTYTa penpOayKTUBHON I'€HETUKU
OI'BY «HaumoHanbHbI MEIUIIMHCKUN UCCIETOBATEILCKAN LIEHTP aKy-
LIEPCTBA, TMHEKOIOTUU W TepuHatoiaoruu um. akaa. B.M. Kymakoa»
Munncrepcta 3npaBooxpanenus Poccuiickoit ®enepanum.

Bnacoé An Bnaoumupoeuuy — HOKTOp MEAWLHUHCKUAX Hayk,
npodeccop kadenpsl HeBposoruu M Hewpoxupyprun OI'BOY BO
«CamapcKkuil TOCYJapCTBEHHBIH MEIUIMHCKUI YHUBEpCUTET» MHHH-
CTepcTBa 37paBooxpaHeHus Poccuiickoi denepanun.
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Bounoea Buxkmopua IOpveena — NOKTOp MEIUIIMHCKUX Hayk,
3aBenyromas kadenpoit obmieli M MemunuHCKOW reHetukn MbBbD
PHUMY wum. H.U. [IuporoBa; 3aBenyromasi OTAEIOM KIMHUYECKOH
reaeruku HUKU nenuatpuu um. akaz. 10.E. BenpTumiena.

Boponuoea Mapusa Bnaoumuposna — xanHaunaT MEIUIUHCKUX
HayK, 3aBeIyromas Jladoparopuell MOJICKYIISIPHOW SHIOKPHHOJIOTHH,
3aMECTUTENb JIEKaHa 10 Hay4YHO# paboTe (akynbrera QyHIaMeHTaIb-
Hoit Mmenuuuasl MI'Y um. M.B. JloMmoHOCOBa, Beaymiuii Hay4HbIA CO-
Tpyaauk ©I'bY HMULI snaokpuHONOrMu.

Taiioyx Apcenuii Anosuu — 3aBenyommidi MOJIOISKHON J1abo-
paTopHell ”HHOBALMOHHBIX TEXHOJIOTMH B HEMponcuxuaTpuu Mexnmy-
HapoOIHOTO HAy4YHO-0Opa30BaTEIbHOTO IIEHTpa HEWPOICUXHATPUU
OI'bOY BO «Camapckuil rocy1apcTBEHHBIH MEIWIIMHCKUNA YHHBEp-
cuteT» MuHucTepcTBa 3apaBooxpaneHns Poccuiickoi denepanuu.

I'nomoe Amnopeii Cepzeeeuu — NOKTOpP OHMONOTHUECKUX HAYK,
pykoBonutTens otaena reHoMHoll meauuuasl ®TBHY «HUU AT'uP
uM. J[.O. Otrax.

I'pebenuwuxosa Enena I'eopeuesna — noxrop ¢dunocopckux
HayK, 3aMeCcTUTeNb AUPEKTopa Mo Hay4yHoi pabore MHcTHTyTa Hayd-
HOW MH]oOpManuu 1o odIIecTBeHHBIM Haykam PAH; 3aBemyromas ka-
¢benpoit 6rnostnku aededbHoro gakynsrera PHUMY um. H.W. [Tuporosa.

Monzoe Anexcandop IOpvesuy — KaHAUAAT COIMOIOTUYECKUX
HayK, CTapIIMi Hay4YHBI COTPYIHUK OTAENa COIMOIOTHH U COLUAb-
HOU micuxonorun MHCTUTYyTa HaydHOU WMH(OpManuu 1o oOIIecTBEH-
HbiM HaykaM PAH; nonenT nenapramenta couuonorud HanuonansHo-
T'0 UCCIICIOBATENILCKOTO YHUBEPCHTETa «BhIcas mKoma SKOHOMUKH».

Jlonnukoe Anopeii Eezenveeuu — xannuaaT MEIUIMHCKUX HAYK,
3aBeyIOIIUH J1TabopaTopueil MOJIEKYJISIPHO-TEHETHYECKHX METOIOB
WnctutyTra penponyktuBHoil reHetnkn OI'bBY «HannonaneHbld Me-
JUIUHCKUNA HCCIEAOBATEIbCKUM IIEHTP aKylIepCTBAa, THHEKOJIOTUU U
nepuHatosorun um. akajn. B.W. Kymakoa» MuHucTepcTBa 31paBo-
oxpanenus Poccuiickoir @enepannu.

Egpemosa Examepuna Eezemveena — opnuHatop Kadeaps
memunuHckor reHernkn ®I'BOY JIIO «Poccuiickas MemUIIMHCKAs

219


https://doi.org/10.1007/s40259-023-00610-9
https://doi.org/10.1016/bs.pmbts.2020.12.008

akaJieMus HeTpephIBHOTO MPOo(ecCHOHANLHOTO 00pa3oBaHus» MUHH-
cTepcTBa 3apaBooxpaneHus Poccuiickoit deneparuu.

3axaposa Mapus Bradumupoena — NOKTOp IOPUIUUCCKUX HAYK,
npogeccop MOCKOBCKOTo rocyJapCTBEHHOT'O IOPUIMUYECKOIO YHUBEP-
curera uM. O.E. Kyrapuna (MI'FOA), nokrop myOnu4HOrO mpaBa
(Opanmyst), WwieH-KOppecIoOHACHT MeXIyHapOAHOW aKaJIeMHUU CpaB-
HUTEIBHOTO TPaBa.

Hocesckan Bepa Jleonuooéna — HOKTOp MENULMHCKHX Hayk,
3aMecTUTeNb AMpeKTopa Mo HayuyHod pabore PI'BHY «Menuko-
TeHETU4YEeCKMA HayuyHbId HeHTp uM. akaa. H.II. boukoBa», mpencena-
Tenb Poccuiickoro odmiecTBa MeauIMHCKUX TeHeTnkoB (POMI).

Jlanaesa Banenmuna Bukmopogna — NOKTOp IOPUIMYECKUX HAYK,
[JIaBHBIM Hay4dHbIA coTpynHUK MHCcTHTYTa rocyaapcTsa u npasa PAH.

Muniomxuna FOnusa Cepzeeena — 6uonor nabopaTopuu MeTa-
TeHOMUKHU 4enoBeka HaydHo-oOpa3oBatenbHOro mpoeccHoHaIbHOTO
LEHTpa TeHeThYeckux u JabopartopHblX TexHonoruik ®I'BOY BO
«CamapcKkuil TOCYJapCTBEHHBIH MEIUIMHCKUI YHUBEpCUTET» MHHH-
CTepcTBa 37paBooxpaHeHns Poccuiickoi denepanuu.

Hacbixosa IOnua Anmazoena — xanmuiat OMOJOTUYECKUX HAYK,
PYKOBOAMTENH JTAOOPATOPUU TEHOMHKH C TPYIIION OHOPECYpCHON KOJI-
JeKIuKu otnaena reHoMHod Memunuael OI'BHY «HUM ATuP uwm.
H.0. Otta».

Ilecnesa Onvea Bauecnasosena — mupekrop OO0 «MenkoHcymn»,
Bpay-OpraHnu3aTop 3PaBOOXPAHEHUS U OOIIIECTBEHHOTO 3/I0POBBSI.

Ilonakoea Bepa Bacunveena — Mna vl Hay49HbIM COTPYIHUK,
Bpau-racTpodHTeponor lLleHTpa mepcoHaTU3UPOBAHHONW MEIUIHBI
I'bY3 «MKHI] um. A.C. Jlorunosa [I3M».

Ilpoxopuyx Ezop Bopucoeuu — nOKTOp OWMOIOTHYECKHX HAYK,
YlleH-KOppecnoHAeHT Poccuiickoil akajgeMun HayK, OEKaH MEIHUKO-
ouonoruueckoro axynsrera PHUMY um. H.W. Iluporosa, mpodec-
cop Kadenpsl CHHTETHYECKOW OMONIOrHH OMONIOTHYecKoro (hakylibTeTa
MI'Y um. M.B. JlomoHOCOBA.
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Cenuna Oneca Huxonaegna — MENUIIMHCKUH KypHAJIHCT.

Cmupnuxuna Ceemnana AnamonvesHa — KaHIUOAT METUIH-
CKHX HayK, IOLIEHT, 3aBeLyIomas 1abopaTopre peqakTHPOBaHHsI TeHOMa
OI'bHY «Menuko-reneTnuecknii HayuHslii neHTp M. akad. H.I1. Bou-
KOBa».

Cycmpemos Anekceit Cepeeesuy — 3aBeqyIoNuid 1a0opaTopuei
MeTareHOMUKH dYenoBeka HaydHo-oOpasoBaTenpHOro mpodeccuo-
HAJIBHOTO LEHTpa TEHETHYECKHX U J1a0OpaTOpHBIX TEXHOJIOTHUH,
OI'bOY BO «Camapckuil rocyapcTBEHHBIH MEIUIIMHCKUNA YHHBEp-
cuteT» MuHucTepcTBa 3apaBooxpaneHns Poccuiickoi denepanuu.

Tuwenko Ilasen /Imumpuesuu — noxrop GUIOCOPCKUX HAYK,
TJIaBHBIN HAay4YHbIN coTpynHuk Muactutyta dpunocopun PAH.

Yepuvix Bauecnae bopucoeuu — NOKTOp MENUIIMHCKUX HayK,
3aBeAylOIMH JlabopaToprell TEHEeTHKH HapyIIeHWH pernpoayKIUuu
OI'BHY «Menuko-reHeTHdecKnii HaydHblid neHTp uM. akaz. H.IT. bou-
KOBa».

Anoea Tamvana Heanosna — Bpau-renetuk llenrpa nepcona-
nu3upoBanHoil Mmenuuuubl 'BY3 « MKHII um. A.C. Jlorunosa JA3M».
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