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INPEJINCJIOBHUE

WHTeHCcHBHOE pa3BUTHE TEHOMHBIX TEXHOIOTMH B MEIUIIMHE,
obemtasi MPaKTUYECKH PEBOJIOLHOHHBIE N3MEHEHHUS B TUArHOCTHKE H
JICYCHUU MHOXECTBA 3a00JI€BaHUI, BMECTE C TEM aKTyalH3HPYeT Mpo-
OneMbl, TpeOyIoIre KOMIJICKCHOH COLMOTYMaHUTAPHOW SKCHEPTU3HI.
[Tonmem oCTpBIX TUCKYCCHH, Pa3BOpauMBAIOIIMXCS B HACTOAILEE BpEMs
BOKPYT' IIEPCHEKTUB U BO3MO)KHOCTEH MENUIIMHCKON TE€HETUKH, SIBIIS-
ercs OMOATHKA — MEXAUCHUIUIMHAPHAS 001acTh UCCIeIOBaHNH, 00be-
IOUHUBIIAS Bpauel, OMOIOroB, CIIEMAINCTOB B 00JaCTH STHKH, IpaBa
U COLMOJIOTUU B TIOMCKE OTBETOB Ha BBI30BBI T€HOMHBIX TEXHOJIOTHH.
IIpu 3ToM B poKyce BHUMaHHS OKa3bIBAIOTCS HE TOJIBKO BOIPOCHI He-
MOCPENCTBEHHOM KIIMHMYECKON MPAKTHKHU (TpaIrluOHHBIC Il OMOATH-
KM BOIIPOCHl WH(GOPMHUPOBaHHS, KOH(PHUICHINAILHOCTH, B3aMMOJCHCT-
BUSI B CHCTEME «Bpay — MAMEHT» H T.I.), HO M MPOOJIEMBI, CBSI3aHHBIC C
COLIMAJbHBIME KOHTEKCTaMU ee pa3BuTHs. |'eHeTwka, oKa3biBas BIIUS-
HHUE Ha COL[MAJIbHBIE MPEACTABICHNS O MIPUPOJIE YSTOBEKa U IpaHuIaxX
JONYCTHMOTO BMEIIATEIbCTBA B HEE, ONMPEAEIAET BO3MO)KHBIE OTBETHI
o0ImecTBa Kak Ha JOCTIDKEHHS B cepe TeHETHYECKHX TEXHOJOTHH,
TaK ¥ Ha NPOOJIeMbl, MOPOXKICHHBIE AKTUBHBIM pa3BUTHEM OMOTEXHO-
Hayku B LenoMm. Kpome toro, pa3sBuTHe M€HETUKH, ITOCTABUBIIEH MOJ
BOIPOC CIIOKUBIIKECS B OMO3ITHUKE YCTAaHOBKH, OPHEHTHPOBAHHBIC Ha
3alUTY UHTEPECOB U 3/I0POBbsI OTAEIBHOTO NAlMEHTa, HMHUIIMUPYET UX
MepeocMbICIieHHe, Heo0X0IMMOoe Uil aAeKBaTHOrO U 3()(EKTUBHOTO
pearupoBaHusl HA BO3MOKHOCTH HOBBIX TexHONOTWH. Takum oOpazom,
nepes] COLMOryMaHUTAPHBIMH HayKaMH BCTAa€T CBOETO poOJia «COILH-



IBHBIA 3aKa3», CBA3AHHBIM C HEOOXOAMMOCTBIO OCMBICIHTH BO3HU-
Karole OMOdTHYECKHE MPOOJEMbI, «BIHCATH» B MOBECTKY OOIIECT-
BEHHBIX JTUCKYCCHH MHOrooOpasHble M NPOTHBOPEUHBBIE BOIMPOCHI
BO3/ICHCTBYSI TCHOMHBIX TEXHOJIOTUI Ha YelloBeKa M 00ILEecTBO, pa3pa-
0oTaTh HEOOXOIUMBIE ATHKO-TIPaBOBBIE JOKYMEHTH. He MeHee 3Haum-
MO sIBJIAETCS 3aflaya NMPOAKTHBHOTO aHAW3a IMEPCIEKTUB pPa3BUTHUSA
TCHOMHOW MEAMLUHBI, TPEOYIOIUX YK€ CErolHsl OTBETCTBEHHBIX pe-
LIEHUH U JEWCTBUH I €€ YCTOMYHMBOIO ¥ COLMAIBHO OTBETCTBEHHOI O
pa3BUTHA B MHTEpECax YeloBeKa U o0IecTBa B OyaymieM.

JlaHHOE M3IaHue — MepBOe MOHOTpauIeckoe KOJUIEKTUBHOE HC-
clleloBaHMe, O0BbEANHSIIONIEEe MPENCTaBUTENEH pa3HbIX TUCHUILUINHAD-
HBIX 00JacTell B MOIMBITKE OCMBICIUTD U OLEHUTH COLIMOTYMaHUTapHBIE
aCTEKTHI pa3BUTHA TEHOMHON MEIULMHBI.

IlepBbIil pazaen — «bHO3THKA W TE€HETHKA: BBI3OBHI ISl HAYKU U
001ecTBa» — MOCBALICH aKTyaJbHBIM BONPOCaM, BOZHUKAIOIIUM B Me-
JTUKO-TEHETUYECKON AMAarHOCTUKE, KOHCYJIBTUPOBAHUM U JIEUYCHUH T1a-
LUEHTOB, a TaKkke (QyHIaMEHTAIbHBIM MHPOBO33PEHUECKUM Mpoodiie-
MaM, HHUIMHAPYIOMUM obOpaieHne K (GuIocoPpCKUM MpeacTaBICHUSM
0 Hayayle 4eJI0BEUECKOH ’KM3HH, €€ IEHHOCTH U BIMSHUU «TE€HEeTHYe-
CKHX JETEpPMHHAHT» Ha MPEACTaBJICHUS O cBOOOIE M HEOOXOJUMOCTH
B JKU3HU YEJIOBEKA.

B rnage, moarorosnennoit M.B. Bopontosoii, E.I'. ['pebenmuko-
Boii u B.JI. M>keBCKOM, pacKphIBaeTCs 3THUECKasl CrieuduKa reHeTnde-
CKOM WH(OpManuy, CBA3aHHAs C e BEPOATHOCTHO-TIPOTHOCTHYECKUM U
CEeMEHHBIM XapaKTepoM. ABTOPHI 0OpallaloT BHHUMaHHE Ha MOTpeOu-
TENBCKYI0O TeHOMUKY KaK Ha BaKHBIH (paKTOp OCBEIOMIICHHOCTH 00-
IIECTBA O PAa3BUTHH €HOMHBIX TEXHOJOTHUH M KOHILEMIHIO «TEHETU3a-
LU 00LIECTBa», OMUCHIBAIOLIYIO BIMSIHUE 3TUX 3HAHUN Ha COLUAIbHBIC
MIPECTABIIEHUS U YCTAaHOBKH.

B rnase E.B. bpeiranunoii «®unocous cyap0bl B KOHTEKCTE Te-
HOMHOH MEIUIMHBI» Ha OOLIMPHOM HCTOPUKO-(QUIIOCOPCKOM Mate-
pHale paccMaTpuBaloTcs QyHIaMeHTalbHble PUI0CO(CKUE TPOOIEMBI
COOTHOUICHUS MPEAONPENEIEHHOCTH U CBOOOABI B KOHTEKCTE YCIIOXK-
HEHHS MPEJICTABICHUN T€HETUKH O NMPUYMHHO-CIIEICTBEHHBIX CBA3SIX.
ABTOp NOKa3bIBAET, YTO C PA3BUTUEM MPOEKTOB F€HOMHOW METUIMHBI
MO MPEAWKUUH M TIPEBEHIMH 3a00NeBaHUM HAes KOHCTPYHPOBAHUS
CyZABOBI CAaMHUM YEJIOBEKOM TOJTY4aET AOTOJHUTEIBHYIO apTyMEHTALHIO.

B.JI. Mxesckas u E.E. bapanoBa B riaBe «2tnueckue mpoOiemMbl
TEHETUYECKOIO0 TECTUPOBAHUS B MEAMLIMHE» AKIEHTUPYIOT BHUMaHUE



Ha YCWJICHHH POJIM T€HETUYECKOTO TECTUPOBAHUS B IPAKTHUUECKON Me-
JTUIMHE, YTO CTABUT INEpEe BpadyaMH BCEX KIMHUYECKHX CHEIHAIBHO-
CTEW HOBBIE 3a/la4M. HE TOJIBKO 3HAaTh O COBPEMEHHBIX BO3MOKHOCTAX
U OTPaHUYCHHUAX T€HETHUECKOT'0 TECTUPOBAHHS, HO U YMETb OO0Bsc-
HSTH MALMEHTaM €ro LENH U 3aJa4, TOHUMATh 3THYEeCKHE TPOOIEMBI,
9TOOBI MUHUMHU3UPOBATh BO3SMOXKHBIN BpeZ IS allMeHTOB.

Bonpocam Menuko-reHeTH4ecKoro KOHCYIbTHPOBAHUS MOCBSIIIEHA
tarke rnaBa C.10. [lleByeHko, KOTOpBIN paccMaTpuBaeT KOMMYHHUKa-
TUBHBIA yCIeX B KOHTEKCTE NpPUHIMIIA OJarofesHusl uepe3 IOoBepue
(beneficence-in-trust), npemnoxennoro J. [emterpuno. Takoit mon-
X0 TO3BOJIsIET C(HOPMYNIMPOBATh ABa B3aWMOCBS3aHHBIX KPUTEPHS —
YPOBHH J0BEpHS K CTPYKTYPHBIM U OHOMETUIIMHCKAM KOMIIETCHIIUSM
Bpaya (KOHCY/IbTaHTa). ABTOp TpelularaeT BapHaHThl MPUMEHCHUS
9THX KPUTEPUEB B MPAKTUIECKOM 3APAaBOOXPAHEHHH.

B rmaBe «OMOpHOH Kak MOJEKYIAPHBI TOMYHKYJ U SIHTCHETH-
yeckoe cymectBo» I1.J[. TuieHko oTMeyaer, 4yTo 3anpersl U MPU3BIBBI
K MOPaToOpHUsIM B 00J1aCTH peAaKTUPOBAHNUS T€HOMA SMOPHUOHOB YXOIST
B npouuioe. [lo MHeHHIO aBTOpa, HEOOXOAMMO MPHU3HATH HEU30EK-
HOCTb 3TOTO COOBITHS M HayaTh CEPbE3HBIH MEKIUCLUIUTMHAPHBIN
aHaJIM3 COLMOTYMaHUTApHBIX PHUCKOB HCIOIB30BAHMS TEXHOJIOTHI,
CBSI3aHHBIX C pENaKTUPOBaHMEM TeHOMa AMOPHOHOB YeIOBEKa, BO3-
MOYKHBIX STHUKO-IIPABOBBIX HOPM HMX NPAKTUYECKOTO NMPUMEHEHUS U,
YTO HE MEHEE Ba)KHO, CTEPEOTHIIOB MBICIH, KOTOPBIE paboTaloT B KOH-
TeKCcTe THX CcOoObITHHA. YenoBek B «damke [lerpu» (MOJEKYISpHBIN
TOMYHKYJ) KaK OOBEKT PECHaKTUPOBAHHS HE TOXKICCTBCH UYCIOBEKY B
€ro peaJbHON KU3HH, YTBEP)KJAET aBTOp, a yUYUTHIBAd, YTO CXeMa JIU-
HEIHOM JeTepMHMHAlUM JEWCTBYET TOJIBKO B CIIy4asX MOHOTEHHBIX
3a00neBaHui, HEOOXOANMO, IO ero YOSKACHUIO, MBICIUTH HETMHEHHO.

[IpoOnema pemakTUpoBaHHMS TE€HOMa 4YeJOBEKa paccMaTpUBAETCs
Oonee oapobHo B Ti1aBe O.B. [TomoBoii. ABTOp MOKa3bIBaeT, YTO MOSIB-
nenune uHCTpyMeHTa CRISPR/Cas9 BbI3Bano HOBBIA ATanm ATHYECKOrO
OCMBICJIEHUS Pa3BUTHSI TEHETUKH, M aHATM3UPYET Pa3INUHbIE STHUECKUE
MO3UIIMHU 10 OTHOLIEHHUIO K MIPUMEHEHUIO TEXHOJIOIMH PEaKTUPOBAHUS
reHoMa uesioBeKa. B riaBe Tarxoke packpbIThl GHII0CO(CKO-pETUTrno3HbIe
npoOeMbl peJaKTHPOBAaHUsI TE€HOMa YEJOBEKa M OTPa)KeHA IO3HLIMUS
Bbuostnueckoro komutera EBporneiickoro coera nepkseit u PIILL

Bropoit paszmen kosektuBHOW MoHorpadgum — «HopmaTuBHO-
MPaBOBOE peryJHMpOBaHUE TEHOMHOM MeauuuHbl B Poccun u 3a pyde-
®Kom» — oTKpbiBaeT rinaBa B.B. JlamaeBoii «[IpaBoBoe obecmeueHue
pa3BUTUS T€HOMHOW MEIUIMHBI B POCCHM. OCHOBHBIE HAIIPABJICHUY.



ABTOp aHANMU3UPYET COCTOSIHUE, MPOOJIEMBI U TIEPCIICKTUBHI TIPABOBOTO
peryIupoBaHus OTHOIICHUH B cepe OTCUSCTBEHHON TEHOMHOMN Meu-
LMHBI, OCYIIECTBISIEMOr0 OCPEICTBOM HOPM M TOJIOXKEHUH, 3aKper-
JEHHBIX B  POCCHMCKOM  3aKOHOJATENbCTBE U  MNPOrPaMMHO-
CTPAaTErHYeCKNX JOKYMEHTaX, B MEXIYHApPOJIHOM IpaBe, a TaKke B
MEXIYHAPOAHBIX M POCCUUCKUX HOPMATHBHBIX aKTaX ATHUYECKOM Ha-
MPaBICHHOCTH, OTHOCSIIUXCS K 001acTH «MATKOTO TpaBa». [lox sTum
yrioMm 3penus B.B. JlanaeBa paccMmaTpuBaeT CTpaTeruyecKue OpHUEH-
THUPHI Pa3BUTUS T€HOMHOU MeauiuHbl B Poccuiickoit deneparmu, npen-
Jlaras IoJIHee UCIOJIb30BaTh npaBoBor noreHman Koncruryuuu PO.

B rnmaBe M.H. Maneunoit «}Opunndyeckoe moHUMaHue T€HOMHON
MEJIMIIMHBI» 000CHOBBIBAETCS BBIJICIICHIE BHYTPHU 3]]paBOOXPAHHUTEIIb-
HOTO MpaBa 0co00l MOJIOTPACTH — MpaBa TCHOMHON MEIUIIUHBI, BKITIO-
yaromiell oOuryr0o U ocoOeHHyI0 uacTu. OnpenencHue FOPUIUISCKAX
KOHTYPOB T'€HOMHOM MEIUIIMHBEI 03HAYaeT 00OCHOBAHHE U Pa3pabOTKy
CIEIUANTBHOTO MPAaBOBOTO PEryIUPOBAHMS, MOCTAHOBKY aKTYyaJbHBIX
Mpo0JIeM U MPaBOBBIE CIIOCOOBI UX PEIICHHUS.

I'maBa M.B. 3axapoBoii «DBONOIHS OHO3TUIECKUX CTAaHAAPTOB BO
OpaHuuu» OpPeACTaBISICT UHTEPEC HE TONBKO C TOYKU 3PEHUS MPO-
OJieM, aHANIM3UPYEMBIX B JAaHHOM HW3J]aHUH, HO M B KOHTEKCTE Ooiee
IIUPOKOU MPOOIEMATHKH, CBSA3aHHOW ¢ HOPMATHBHO-IIPABOBEIM DEry-
JUPOBaHUEM OMOITHYECKHX IMpoOiieM 3a pyOexxom. B wacTHOCTH, aB-
Top okycupyercs Ha ornbiTe OpaHiuy, KOTOpas MOIUIA 10 JOCTaTOY-
HO YHHKaJIbHOMY TYTH OOpallleHHsl K TaK Ha3bIBACMOMY TBEPAOMY
MpaBy B OOCYXJIEHUM OMOSTHYECKUX MpoOiieM. B riiaBe mpeacraBieH
KPUTHYECKUM JOKTPUHATIBHBIA aHaIU3 3BOMIONUOHHOTO yTH Dpanimu
M0 COIUAIILHOW PEryJISIHA B 00JIACTH OMOITHKH U CJICTIAHBI BEIBOJIBI O
MEPCIIEKTHBAX HCIONB30BaHUs (PPaHIy3CKOTO OIbITA MPU BBHICTpAMBA-
HHUU OT€YECTBEHHOH MOJIEIIH.

A.B. KonokonoB B rnaBe «COBpPEMEHHOE COCTOSIHUE DPAa3BUTHS
MIEPCOHATU3UPOBAHHON MEIULMHBI» aKIEHTUPYET BHUMAHUE HAa CTpe-
MUTEIHHOM Pa3BUTUU COBPEMEHHOM MOJEKYISIPHON METUIIMHEBI U Me-
JTUITMHCKON TeHETHKH, YTO MPUBOAUT K M3MEHECHHUIO OOIECTBa M CTa-
BUT OCHOBHOH NENBbI0 COCPESKCHUE JKU3HH U YKPEILICHHE 3/I0POBBS
YenoBeka (MarueHT-IeHTPUPOBAHHBIN TOAX0I). ABTOp paccMaTpuBaeT
COBPEMEHHOE COCTOSIHME pa3BUBAIOIIECHCS HOBOM MOIEIH 3ApPaBo-
oXpaHeHHUsl «MmenmuimHa 4P», OCHOBaHHOHM Ha 4YeThIpeX NapagurMax:
MPECKa3aTeNbHOH, MPO(PHIAKTHICCKOH, MEPCOHATTU3UPOBAHHOM, Map-
TUCUTIATUBHOM; PacKphIBa€T OCOOEHHOCTH (papMaKOIC€HOMHKH U Tepa-



HOCTUKH. ABTOp MOAYEPKUBAET MPAKTUYECKYIO 3HAYMMOCTh Pa3BUTHUSA
MEPCOHAIIM3UPOBAHHON MEIMLMHBI Uil OOeclieueHus] KadecTBa U
0€30MacHOCTH OKa3aHMsI METUIIMHCKONW MOMOLIIH.

B rmaBe A.JI. XoxmoBa «OTHKO-TIpaBOBBIE ACIEKTHl Pa3BUTHUA
OnoOaHKMHTa» pacKpbiTa 3TUKO-TIpaBOBas crenuduka npodieM OHo-
OaHKHMpOBaHHA. ABTOp aHAIM3HPYET MpoOiieMy NOOPOBOJIBHOTO HWH-
(OPMHPOBAHHOTO COTJIACHS], pacCMaTpHUBas €ro pasHble MOJEIH U Ba-
puantel. Ocoboe BHUMaHue A.JI. XOXJIOB ynenser poid STHYECKHX
KOMHUTETOB B pa3pabOTKe W 00eCreueHNH 3TUYECKUX CTaHIapTOB pas-
BUTHS OMOOAHKOB.

Tpernii pasmen moHorpadpuu — «ConHMaIbHO-TICHXOJIOTHYECKUE
ACTIEKTHl Pa3BUTHUS TEHOMHOH MEIWIMHBI» — MOCBALICH COLMAIBHBIM
KOHTEKCTaM pa3BUTHUS TEHETWYECKMX TEXHOJOTWMI B Hallled CTpaHe.
A.1O. lonroB Ha mMatepHale COLMOIOIMYECKOro HCCIeI0BaHUs MOKa-
3bIBAET, UYTO B HACTOSIIEE BpeMs I€HOMHas MEIUIMHA HaXOIUTCS B
(okyce BHUMaHHA Pa3IMYHBIX KOJUIEKTUBHBIX AKTOPOB, 3aMHTEPECO-
BAaHHBIX B MAaKCUMaJIbHO BO3MOYXHOM PAcCKPBITUHU U HCIIOJIb30BAaHUU €€
noteHuana. HecMoTps Ha TO YTO OTHOLIEHHE K MEHETHKE Y STUX aK-
TOPOB Pa3lMYHO. YUEHBIEC BUJAT B HEM MHCTPYMEHT NOHUMAHHS OKpY-
YKAIOIEro MUpa M >KU3HHM, MTOJIUTUKU — TEXHOJIOTHIO YKPETJIEHUS CHITBI
W BIACTH, MAIMEHTHl — TEXHOJOTUIO COXPAaHEHHs 370pPOBBS, 00IIHE
WHTEPECH ¥ B3aMMOCBS3H MEXIy HUIMU CTHMYJIHPYIOT HOpMHUpOBaHUE
€IMHOT0 BEKTOpa B pelIeHnH poliieM 3Toi 00nacTi OMOMEIULIUHBL.

E.B. Beegenckas u I1.J[. Tumenko, mpennaras BapuaHT COLIUOTY-
MaHHUTapHOH 3KCIEPTU3bl TEXHOJIOMMH MUTOXOHIPHAIBHOTO IOHOPCTBA,
PacKpBIBAIOT POJib U 3HAUCHUE BOBIICUCHHUSI OOIIECTBA B OOCYKICHHE
BO3MO)KHOCTEH U PUCKOB HOBBIX OMOTEXHOJIOTHH, 00ECTIeUNBAIOIIETO HX
COLIMANIbHYO aKIENTAlMIO U YCIIENTHOE Pa3BUTHE HHHOBALIHI.

A.U. 3ypman Ha mpuMepe MCUXOIOTHYECKON padOThl C POAUTENS-
MU, TIOJIB3YIOIMMHUCS TEXHOJIOTHSIMH T€HETUUECKOW AMAarHOCTUKU MPU
IUTAHUPOBAHUN CEMBH, PAaCcCMaTPUBAET HOBBIEC BBI3ZOBBI I IPAKTH-
KYIOIIUX TICHXOJIOT0OB. ABTOp oOpaiiaeT BHUMaHHE HA BOMPOCHI, KOTO-
pBI€ BO3HUKAIOT Y POJUTENEH, BEIHYKJIEHHBIX IPOXOJUTDH Yepe3 MpoLie-
Iypbl TEHETUYECKOW ANArHOCTHKH, M HA HETOTOBHOCTH MPAKTHKYIOIIMX
TICUXO0JIOrOB paboTaTh C HUIMH U3-3a HEJOCTaTOYHOCTH 3HAHUI U OITBITA.

[Io muenuto A.W. 3ypmaH, COBPEMEHHBIH IMICHXOJOT JOJKEH
UMETh IpelCcTaBleHue o crenudpuke npodiaeM, CBI3aHHBIX C TeHETH-
YeCKHUM TECTHPOBaHHEM, sl 00eCIeueHHUsT KaueCTBEHHOW MOMOLIH
pOOMTENSIM, KOTOpBIE O00paIlaloTcs K MpoleaypaM T'€HETHYecKoi



JUArHOCTUKHU C LENbI0 TNIAHUPOBaHUS ceMbU. TakuM oOpa3om, Hpo-
OnemMaTuKa KOJUIEKTHBHOM MOHOTpauy BBHIXOIUT 3a IPAaHHULBI Tpaau-
IIMOHHBIX B MUpOBO# Hayke ELS-nporpamm (ethical, legal and social),
JOTIOJTHSISL iCCTIeIOBaHUE MTCUXOIOTHYECKIMH aACTIEKTaMH.

B psine marepuanoB JaHHOTO M3AaHUS MPEACTABICHBI PE3YIbTaThI
o0cyxneHns: ONOITHUECKUX MPoOJIeM pa3BUTHSI TEHETHUYECKUX TEXHO-
Joruil B paMkax mnpoekra Poccuiickoro nayunoro ¢onmga «Counuoryma-
HHUTapHbIC KOHTYPBbI TCHOMHOW MeIUIUHBD (poekT Ne 19-18-00422).

E.I". I'pebenuyurxosa



ITUYECKHUE ITPOBJIEMbI PA3BUTHUA
I'EHOMHOMUW MEJIUIINHBI

M.B. Boponuosa, E.I'. I'pe6enmmkoBa, B.JI. MxkeBckasn

COLUOTI'YMAHHUTAPHBIE KOHTYPbI
TEHOMHOWM ME/JUIUHBI"

Annomayus. B TiiaBe pacKpBIBAIOTCS THIECKHE MPOOIEMbI MEANIIUHCKON IeHe-
TUKH, OOYCIOBICHHBIC NPOTHOCTHYECKOH M CEMEHHOH CHeru(UKON T'eHEeTHIECKOH
nHpopMary. AKIEHTHpYeTCs BHUMAaHHE HAa HEOOXOAMMOCTH IEPEOIEHKH CIIOKUB-
IIMXCSl B OMOITHKE YCTAaHOBOK, ONPEEIISIONINX MOPaIbHbIC KOOPAWHATHI KOMMYHHKA-
IUX «Bpad — MAIUEHT» U MOAXOA0B K WH()OPMHUPOBAHHIO, B TOM UHCIIE CBSI3AHHBIX C
«IIpaBOM HE 3HATBHY.

PackpbiBaroTcsi cOLManbHbIC KOHTEKCTHl Pa3BUTHS ICHOMHOW MEIHMLIUHBI, KOH-
LETIS «TeHeTH3ALH O0IECTBa», a TAaK)Ke BIUSHHUE MOTPEOUTEIFCKON TeHOMUKH Ha
OCBEIOMJICHHOCTh OOIIECTBEHHOCTH O PAa3BUTHH T€HETHKH. PaccmarpuBaeTcs MOTeH-
uan OMOITHKH B OOCYKACHHM BO3MOXHOCTEH M HEPCHEKTHUB PA3BUTHS TE€HETHKH,
COIVIACOBAaHUU PA3HBIX IMO3UIUI M COBMECTHOM IIOMCKE TPACKTOPUH YCTOHYMBOIO
JIBIDKEHUS B Oymymiee.

Kniouesvie cnosa: TeHOMHash MeIWIMHA, OMOATHKA, MPaBO HE 3HATH, MOTPEOH-
TeJbCKas TCHOMUKA, TCHETHIECKHI IETePMHUHI3M, TeHETHU3aINs 00IIeCTBa.

BBenenne

CTpCMI/ITeIH:HOG Pa3BUTHUC TCHCTUYCCKUX TEXHOJIOT 15174 OTKPBIBACT
HOBBIC BO3MOXHOCTU Ui PCHICHUA HpO(l)I/IJ'IaKTI/I‘JGCKI/IX U JeueOHo-
JUArHOCTHYCCKUX npo6neM, B MCPCICKTUBC 3TO NPUBCACT K (l)OpMI/IpO'
BaHUIO HOBOH napaaurmMbl MCOAUIWHBI 1 TpaHC(l)OpMaLII/II/I €¢ CUCTEMHOM
OpraHun3alunu. AXTHUBHOE BHCAPCHUC T'CHCTUKHU B 3APABOOXPAHCHUC
34CTaBJIACT 3alyMaTbCd KaK O IMPUHIHUIIAX U IIPpaBUJIaAX 6I/IOMCZ[I/ILII/IH-
CKoi1 OTHUKH, TaK U O COLUAJIBHBIX YCTAHOBKAX, KOTOPBIC OIPCACIAIOT

! UcenemoBanme BBITIONHEHO 3a cUeT rpanta Poccuiickoro HayuHoro ¢onzaa (mpo-
ekt Ne 19-18-00422).
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KOHTEKCTBI BOCIIPUSATHS TEHOMHOIN MEIUIIUHEI B o01iecTBe. [lepeorieH-
Ka MPEeKHUX CTAHJIAPTOB MH()OPMHUPOBAHUS U TIOITYICHUS COITIACHS Ta-
LUEHTA, TEPEOCMBICIICHIE B3aUMOOTHOILICHUHA «Bpad — MAl[UCHT», CBS-
3aHHBIX C ()OPMHPOBAHHUEM HOBOW POJIM <IAlMEHT-B-OXKUIAHUU», U
pacuIMpeHye MOJHOMOUUN MallMeHTOB B pe3yJbTaTe pa3BUTHUs MOTpeE-
OUTENBbCKON I'CHETUKH — BCE OTH M MHOTHUE JIPYTUE 3TUYCCKHUE ACTICKTHI
NPUMEHEHUS! TEHETHMYECKUX TEXHOJOTUU OMpPENENsiOT COBPEMEHHBIC
JTUCKYCCUH B Omo3THKe. [Ipy 3TOM akTyanbHas MOJIEMUKAa HEU30SKHO
3aTparvBacT BOIIPOCHI, KOTOPHIC HEBO3MOXKHO PELIaTh B paMKaX Y3KOTO
MPoheCCHOHANTBHOTO Co00IIecTBa. UTOOBI 00€CTIeUnTh COIUATLHO MPH-
eMJIEMOE M OTBETCTBCHHOE Pa3BUTHE HOBBIX TEXHOJOTWH, HEOOXOIUM
JUajor ¢ o0IecTBOM. B TakoM KOHTEKCTE Ba)KHYIO pOJIb IpUoOpeTaeT
OMO3THKA, KOTOpasi MOXKET NIaTh KCIIEPTHYIO OLIEHKY M COTJIaCOBaTh
pa3Hbie, a MOPOM KOHKYPHUPYIOIIKE, IIEHHOCTHBIE U MHPOBO33pEHYE-
CKHE TMO3UIUU, TEM CaMbIM O0ECIICUYUB COLMATBHYIO aKIEHTAIMIO FH-
HOBAIIWiA B OMOMEUITUHE.

ITHYeCKHE BLI30OBHI TéeHOMHOH MeTHIIMHDI

Crnennduka sTHYECKUX POOIEM MEJUIUHCKON I'eHETHKH BO MHO-
roM OOYCIIOBIIEHa OCOOCHHOCTSIMH T'€HETHYeCKOH HH(popMalnuu — ee
MPOTHOCTHYECKHM M CEMEHHBIM XapakTepoM. [Ipu 3ToM peub MOXeT
uari kak o 100% nporrocTHyeckoll TOYHOCTH (HAmpHuMep, B Clydae
oone3nn Jlayna wiam OonesHH XaHTUHITOHA), TaK M O BEPOSTHOCTH
pa3BuTHA 3a007€BaHUs, 3aBUCSILIETO OT MHOXeECTBa (aKTOpOB, O 3a00-
JIeBaHUU C paHHEH MaHu(ecTarell 1 0 O0Ie3HH, KOTOpask MOXKET Mpo-
SBHUTHCS B cTapmeM Bo3pacte. COOTBETCTBEHHO, KPYr OMOITHYECKHX
BOMPOCOB MH(POPMHUPOBAHUS CIEHUPHUINUPYETCS HE TOJIBKO 0COOEHHO-
CTSIMU TIATOJIOTWMH, HO M BPEMEHEM €€ Hayalla ¥ HeONpeAeIeHHOCTBIO,
KOTOpasi Hen30eKHO BO3HUKAET B CIydasX HEMOJIHOW MEHETPaHTHOCTH
(mpu3Haku 3a00JeBaHUS MPOSIBISIFOTCS HE Y BCEX, Y KOO OOHapyKeH
reH). HyxxHo nu mH(OpMHpOBaTh NanueHTa o 3a00JeBaHUU, KOTOPOE
MOXeT pa3Butbesi y Hero ¢ 30%-Hoil BeposTHOCTHIO? CoOOImIATH U
poauTesaM o 3a00JIeBaHUH, KOTOPOE MOSIBUTCS Y MX peOeHKa, KOra OH
MOB3pOCIIEET, 0COOEHHO €CIIM HET MeTOAOB mpodmiaktuku? Mim ecnu
HEeT MeTonoB JiedeHua? 1 BooOue MOKHO JIM B TEHETHUKE CYILECTBO-
BaTh «IPaBO HE 3HATH»?

[TomoOHBIE BOMPOCHI 3aCTAaBISAIOT 3a0yMAaThCS O CIOXKUBIIMXCS
YCTaHOBKaX, ONPENENIAIONMX MOpANbHbIE KOOPIMHATHI KOMMYHHKa-
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LU «Bpay — MaueHT». B yacTHOCTH, «npaBo 3HATH» B OMOITHKE Tec-
HO CBSI3aHO C NPUHLMIIOM YBa)KEHHS aBTOHOMHWH MAlMEHTa M MPaBH-
JIOM MPaBIUBOCTH. YeNOBeK AOKEH MONYYUTh TONHYIO M PABIUBYIO
WH(POPMALIUIO, YTOOBI CAMOCTOSATENILHO M OCO3HAHHO HPUHSATH pelle-
HUE OTHOCHUTEIBHO CBOETO 30pPOBbA, IaTh AOOPOBOIBHOE MHPOPMU-
poBaHHOe coriacue. Ho oH He Bcerja xouyeT 3HaTh O T€HETHYECKOM
pHCKE MM MOXKET OOAThCS TakoW MH(POPMAIIUH W3-3a CIOKHBIX B3aH-
MOOTHOILIGHUN C POJCTBEHHHKAMHU.

«[IpaBo He 3HaTH» OTpaxkeHo B cT. 10 «KoHBeHInM 0 mpaBax dye-
JIOBEKa ¥ OMOMEOUIIMHE», TJe CKa3aHO, YTO «KaXAbIi YEIOBEK MMEeT
MpaBO O3HAKOMHUTHCSA C JI000H coOpaHHOW HMHQOpManmeil o cBoeM
310poBBE. B TO e BpeMs HeoOX0IMMO yBaXkaTh KelaHue YeJTI0oBeKa He
ObITh MH(GOPMHPOBAaHHBIM Ha 3TOT cuer» [1]. B cr. 5 «Bceobmeit
nexnapaun JOHECKO o reHome 4enoBeka U IpaBax YelIOBEKa» TaK-
e 0TMeuaeTcs HeoOXOUMOCTh COOMIOAATH PAaBO «KaXI0T0 YelOBEKa
pemarb ObITh WM HE OBITh NH()OPMHUPOBAHHBIM O PE3yiabTaTax reHe-
THUYECKOTO aHAJIM3a M ero MOCIEeACTBUIX» [2].

OnuH U3 KIIOYEBHIX apryMEHTOB CTOPOHHUKOB «IpaBa HE 3HATH»
CBSI3aH C IICUXOJIOTMYECKHM COCTOSIHHEM WHAMBUAA. DTa mpobiema
MIpUBJIEKIIa BHUMAaHHUE HCCIEI0BaTeNel B CBA3M C 3allpeToM YIIpaBJe-
HUS TI0 CAaHUTAPHOMY HAA30pY 32 KaueCTBOM MHUIIEBBIX MPOIYKTOB H
menukaMenToB CIA (FDA) koMmaHusiM TOTPEOUTETBCKONH TeHOMUKHI
TECTUPOBATh JIIOJE Ha METUIIMHCKUE NMPEApacHOoNOXKeHHOCTH. B To
BpeMsi Kak 3kcrepTsl FDA yTBepmanu, 4TO MpPEecHMTOMAaTHYECKOE
TEHETUYECKOE TECTUPOBAHHE HMEET HETraTHUBHBIE IICHXOIOTHYECKHE
3¢ EKTH], CTOPOHHUKH OTKPBITOrO JOCTYMNa K MEPCOHAIbHOMY TeHe-
TUYECKOMY HCCIICIOBaHHIO JOKa3biBaJM obpaTtHoe. OHU oOTpULIAIN
B3aMMOCBS3b MEKIY MOJYYCHUEM pe3yIbTaTOB 0e3 KOHCYIbTALUN CO
CHEUATUCTOM M KaKUMH-THOO HEeaIeKBaTHBIMU NCHCTBHSIMU WM XKe
OCTPOI NICUXOJIOTMYECKOM peakuell co CTOPOHBI OTpeOUTeNel Takux
yeayr [3].

[IpecuMTOMaTHYecKkOoe TE€HETUYECKOE TECTHPOBAHUE TMOPOXKAAET
HOBYIO POJIb JAJISl MALIMEHTAa — «MAlUCHT-B-0XUIAHUN», TEOPETHUECKH
koHuentyanuzupoBannyo C. Tummepmancom u M. byxOunnepom Ha
MpUMepe TEHETHYECKOIO0 CKPUHUHIA HOBOPOXKIEHHBIX. OTMewasi, 4To
OXHJAaHHE CTAaHOBHUTCSI MOCTOSHHON (OpMOHN JIMMHUHAJIHLHOCTH COBpE-
MEHHOW MEAWIMHBI, OHU MPEAJIOKHIIN CIeayoume e€ XapaKTepucTu-
KW OXHIAIOMINE TMALUCHTHl HAXOOATCA B TMOTPAaHMYHOM COCTOSHUHU
MeKay OOJIE3HBIO U 3I0pPOBbEM, a TOUHEE, MEXAY MAaTOIOTUEH U HOP-
MaJIbHOW KM3HBIO; OKHJAIOIINE MAUCHTHI CTAIKUBAIOTCS C HABA3aH-
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HOW W3BHE HEOMPEACICHHOCTHIO OTHOCUTEIBLHO TPUPOABI OOJIE3HHU.
Kpome Toro, 3Ta poib — moOOYHBINA MPOJYKT MOJUTHKH 3IPaBOOXpa-
HEHMs, HANPaBJICHHON Ha BTOPUYHYIO MPOQUIAKTUKY, IEb KOTOPOH
MPEIOTBPATUTh MPOrPECCUPOBAHNE 3a00ICBaHMs, N30EKATh OCIOXKHE-
HUM ¥ uHBaIUAHOCTEH. OXumaromye MalUeHThl MPOXOASIT AOJTHMA
MyTh, CBSI3aHHBIM C TOBTOPHBIM TECTUPOBAHUEM M MHOTOKPATHBIMHU
BCTpPEYaMH CO CIieluaInucTaMu. Takoe MoJoKeHue MOXeT chopMEpo-
BaTh WJACHTHYHOCTD MATONOTHH (HE XapaKTEPHO T HOBOPOIXKICHHBIX),
MPUBOJS K OOIIEMY U TIOYTH BCEra KOJUISKTHBHO BBIPAYKAEMOMY TIOJIH-
TUYECKOMY CO3HaHUWIO. TEXHOJOTUN CKPUHUHTA O0JIaJar0T MOTEHIIHNA-
JIOM «COOMpaTh IOJeH», TIOJBEPKEHHBIX PUCKY 3a0oieBaHui, (op-
MUPYS KOJUIGKTUBHO Pa3eisieMyI0 HICHTUIHOCTD [4].

Ha aunemmy uHbopmupoBath / He MHOOPMHPOBATH MOXHO TO-
CMOTPETh C APYrod TOUKH 3PEHUS — KaK Ha aJlbTEPHATHBY MPOBOAUTE /
HE MPOBOJIUTH TECTUPOBaHHUE. Takas MOoCTaHOBKA BOIpoca mpuodperna
AKTyaJbHOCTh B CBSI3U C Pa3BUTHEM IMPOTPAMM HEOHATAIHLHOTO T'EHe-
TAYECKOTO TECTUPOBAHUS B PSIJIC CTPAH.

Tax, B HostOpe 2019 r. MUHUCTp 3ApaBoOXpaHeHus: BennkoOpuTa-
HUU 3asIBUJI O TEHOMHOW PEBOITIONUY — OJTM3KUX MEPCIEKTUBAX CEKBe-
HUPOBaHUs TEHOMa BCEX MJIQJICHIEB B cTpaHe. Llenp Takoro macmra0-
HOTO WCCIICJIOBAHUS — MEPCOHATNU3NPOBATh MEAUIIMHCKYIO TTOMOIIb U
TEM CaMbIM yIYYIIUTh €€ KadecTBO. [[efiCTBUTEIbHO, CHUKCHUE CTOH-
MOCTH HOBBIX TEXHOJIOTHH MOJHONEHOMHOTO (M TMOJHO3K30MHOTO)
CEKBCHHPOBAHUS CHCIAN0 UX 00JIee TOCTYITHBIMU I CUCTEM 3/]PaBo-
OXpaHEHUsl; OJiarofaps 3TOMY IOSBHIIACH BO3MOXKHOCTH YCOBEpILICH-
CTBOBaTh JIMATHOCTHKY W TMPO(UIAKTUKY MHOXECTBa 3a00JICBAaHUM,
pacIIUpUTh OTBETCTBEHHOCTH IMAIMEHTA 3a 3JI0POBbE, CACIATh MEIH-
IUHY TIEPCOHATN3UPOBAHHONW C MOMEHTA POXKIICHUS U Ha MPOTSHKEHUU
Bceil xu3Hu. [Ipu 3TOM MccnenoBareny MoJydaroT MHOXKECTBO TeHe-
TUYECKUX JaHHBIX, KOTOpPHIE, OJHAKO, OOJIAJAlOT Pa3HOH CTENEHBIO
BEPOSATHOCTH U KIMHUYESCKON 3HAUHMMOCTH.

OTUYECKUM OPUEHTUPOM B OTHOIICHWH K 3TUM MacCHUBaM I'eHETH-
YECKUX JAaHHBIX JIONTOE BpeMs OblIa CIEMyrolas YCTAaHOBKA: JIO TEX
mop, Mmoka peOEHOK HE CMOXET cienaTh BHIOOpP, HEOOXOIUMO MPOBO-
JUTh TECTHPOBAHUE TOJHKO Ha paHHHE paccTpoiictBa [5]. B ocHoBe
ATOTO KOHCEHCYCa HH(POPMHUPOBAHHUS JISKAT JIBA STUYCCKUX MPUHIIHIIA.
[TepBBIii — IPUHIIAIT KHAKTYYITHX HHTEPECcOB» (CTaHAapT OIaroTBOpHU-
TENLHOCTH): MPOBEPSATh KIMHUUCCKH 3HAUYUMBIC TCHETHUCCKHE BapH-
aHThL. BTOpOif — «IIpaBO Ha OTKPHEITOE OYyIIee». He IPOBEPSATH 3a00-
JICBaHUS C TIO3HUM CPOKOM Hauana. J[pyruMu cloBaMu, pacKphITHE
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HEKOTOPBIX TUIIOB F€HETHYECKON MH(POPMAIUU MOXKET HApyLIUTh Mpa-
BO peOcHKa Ha OTKpBHITOEe OymyIiee». UMEeTh BO3MOXHOCTH BBIOOpA,
KOTZIa TIOSIBIISIETCSI CIIOCOOHOCTh CaMOCTOSITENBHO TNPUHUMATH pellie-
HUS, B TOM YHUCIIE U O IOJTYYECHUH FeHEeTUYeCcKOi nH(pOpMaLnu.

Kpome Toro, o MHEHHIO TEOPETUKOB Iporpamm ckpuHuHra BO3
Jbx. Yunbcona u I'. FOHTHepa, knroueBoe 3HAUEHHWE MMEET HaJIMuue
METO/IOB JICUCHHs JUarHOCTHPYeMOoro 3aboieBanus: «/IomKHBI cyle-
CTBOBaTh 3(PQEKTUBHBIC W TPHEMIIEMbIE MEpPHI JICUYCHHUS OOJBHBIX C
JMAarHOCTUPOBAHHBIM 3aboseBanuem» [6, p. 30]. OmHako MPOEKTHI
MOJIHOT€HOMHOTO  (TTOJTHO9K30MHOT'0) TEHETHYECKOTO TECTHPOBAHUS
HOBOPOXKACHHBIX CTaBAT IO BOIPOC CIOXKUBIIMECS K HACTOALIEMY
BpPEMEHH 3THYECKHE MOAXOAB! M NpuHIMIIEL Jleno B ToM, uto 95% Ha-
CIICICTBEHHBIX 3a00JeBaHUi He jevarcs. B To e BpeMs B cOBpeMeH-
HOM 3/pPaBOOXPaHEHHWU OCTPO CTOMT NpoliieMa IUarHOCTHYECKOM
ofliccer — TMepuoJa OT MepBOro oOpaiieHus: K Bpady 0 MOCTaHOBKH
nuarno3a. [lo manHeIM wuccnemoBanus, nposeaeHHoro EURORDIS
(Rare Diseases Europe — HekoMMep4eckoe 00beJHHEHHUE MAITHEHTCKUX
opranuzanuii u3 6onee yem 60 ctpan mupa), 25% manueHToB, cTpa-
JArOIINX PEAKUMH 3a00JIEBaHHUSAMH, YCIIBIIIAIN CBOM TUarHo3 yepe3 5—
30 mer c MOMeHTa IepBOro oOpalleHusl K Bpady, U B TEUEHHE 3TOTO
BpeMenn y 40% Obu10 OIMO0YHO JUArHOCTHPOBAHO Apyroe 3abonesa-
e [7]. Kak mokaszas omeIT KaHaJCKOrO MPOEKTa IOJHOIK30MHOIO
cekBenupoBanus «Finding of Rare Disease Genes (FORGE)», n3me-
HUTb CUTYAIUIO JAJISl TIALIMEHTOB M CEMEW C PeIKUMH TeHETUYEeCKUMHU
3a00IeBaHUSIMI MOXKHO. B pesynbraTe peanu3aluy 3TOH MpOrpamMmbl
ObUTM OTKPBITHl HOBBIE TeHBI U BBISIBIICHBI MYTallUW B I'€HaX, CBS3aH-
HBIX ¢ 3a0oneBaHusiMH. Takum oOpa3oM, Aisi OOJBIIMHCTBA JAETEH,
Y4acTBOBAaBIIMX B TPOEKTE, AUACHOCTHYECKas OOUcces MOJoIIa K
KOHITy OBICTpEe, YeM 3TO POUCXOAUT O0OBIYHO [8].

OrpaHUYHUTENBHBIN MOAXOA MOXKET B HEKOTOPBIX CIIydasX MPOTH-
BOpEUUTHh MHTEpecaM ceMbH. [IpaBo pomurenell MpUHUMATH PEIICHUS
0 TIOBOJY 3/I0POBBSI CBOUX J€TEH, KaK 1 BO MHOTHX JIPYTHX BOMPOCAX,
OOBIYHO OTBEYAET HAWIIYUIIUM HHTEpecaM JeTeid u cemMb. OHAKO, 10
MHEHUIO psijia aBTOPOB, B TCHOMHOM MEIHUILIMHE BaKHEHIITNM OpHUEHTH-
POM JIOJDKEH CTaTh HPUHIUI <GKU3HEHHBIX IEPCIIEKTHUBY», KOTOPBIA
Kacaercsi Bceil ceMbd. MHpOpManusi o BEIABICHHOM T'€HETHUECKOM CO-
CTOSIHUM MOJKET INPEICTAaBILSITh WHTEPEC HE TOJBKO ANl peOeHka, HO U
IUIS1 €0 POACTBEHHHUKOB. OHAa MOXKET CTaTh OCHOBOH JJIs AajbHEHIEro
TUTAHUPOBAHUS CEMBU C YIETOM BO3MOXXHOCTEH PENpPOAYKTUBHBIX TEX-
Hojoruii. B Hambonee panukanabHOM BapuaHTe HIes 0053aTEIbHOTO
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WHGOPMHUPOBAHHS, UCXOJS M3 MHTEPECOB OYAYIIMX MOKOJIEHHH, MO-
KET paccMaTpUBAThCA KakK JOIT 3HaThb O HAJIWYMM T€HETHUYECKHX I10-
JIOMOK M HEOOXOAUMOCTH MPENNPUHAITh COOTBETCTBYIOIIHUE [LAaru st
NpeNoTBpaIleHns 3a001eBaHus y OyayIIuX mokoneHui» [9].

CemeliHas crnenuduka TeHeTHUecKol WHPOPMALUU MOXKET UMETh
COLIMANBbHBIE M3MEPEHHS, B KOTOPBIX MEPEMIIETAIOTCS WHIUBHUIYalb-
HBIE PHCKH, CEMEHHBIE OMACCHUsI U MHTEPECHl OTACIBHBIX COOOLIECTB,
a OINpPENENAIONLYI0O pOib UTPAIOT HOPMBI TpaIULIMOHHOW Mopanu. Tak,
«Jlop Memapum» (Dor Yeshorim) — opranusarius, HarleleHHAs HA He-
JonylieHne pacmpoctpaneHus: 6onesnn Tes — Cakca cpenu eBpeeB-
amrkeHa3oB (MMEroLMX 0oJiee BEICOKUI PUCK 3a00JIETh, YeM MpPeICTaBH-
TEIH JPYrUX MOMYJISAIMiT), OblIa co3aHa paBBHHOM JK. DKIITEHHOM,
MOTEPSBIIMM H3-3a STOH OONE3HM YeThIpex AeTedd. B moapocTkoBoM
BO3pacTe MOJIOJIbIE JIOAN MPOXOASIT F'eHETHYECKOE TECTUPOBAHUE, pe-
3yIbTaT KOTOPOrO MM He cooOmiaercs, 4ToObl HE CO3JaBaTh HMPUYMH
IUIs CTUTMaTH3alul ¥ AuckpuMuHauuu. Ilepen BcrymieHneM B Opak
WX JOBEPEHHBIE JIMLA C MOMOUIbIO WX WACHTH()HUKALINOHHBIX HOMEPOB
MPOBEPSIOT T'EHETHYECKYI0 COBMECTUMOCTHh mapbl. WH]opmamms
JIOCTYIHA TOJBKO B TOM Cilydae, eclid TecT ObLI IpOoHeH B 1abopaTo-
pun «Jlop Memapum». Eclin ecTh pHCK POXKICHHS GOIBHOTO pebeHKa,
MOJIOABIE JTIOAN TOIYYaI0T PEKOMEHAALNIO IPOUTH OecrIaTHyI0 aHo-
HUMHYIO KOHCYIbTaluio mo Tenedony. Ilocme 3Toro OOMBIIMHCTBO
nap OTKa3bIBAETCs OT BCTYIICHUS B Opax.

Ombit «J{op Memapum» MHTEpECeH Kak MpUMep IIHPOKOMACIITA0-
HOM MporpaMMBbl TEHETHYECKOTO TECTUPOBAHUS OTCHIMAIBHBIX CYIPY-
T'OB, YUUTHIBAIOLIEH OpeMsi HEHY>KHOTO TeHETHYECKOTO 3HAHUS, a TaKkKe
KaK MPOEKT, OMMUPAIOLINICS Ha CHIIy TPaJAWULUU: AEBYLIKH M MOJIOABIE
JIIOAW HE UMEIOT JOJITUX SMOLMOHAIBHBIX OTHOLICHUH Tepen OpakoM,
a MOTOMY pa3pblB MEXAY HUMHU HE IPHUBOAUT K CEPbE3HBIM HETATHB-
ubiM nepexusanusaM [10]. Yenex «Jlop Memapum» B npenoTspare-
HUU pOXIeHUA Aereil ¢ 6omne3npto Test — Cakca ctan OCHOBOH 1Ist pas-
BUTHSl TIPOTpaMM T'€HETHYECKOI0 CKpUHHUHTra ApPYrux 3alosieBaHUil
(myxoBuctmao3a, 6onesnu ['omre | Tuma, 6onesun Kanasana, cuHapo-
Ma bBriyma u ap.).

I'eneTuka u o0mecTBO. I'eHeTH3aNUs 00IECTBA
PaSBI/ITI/IG T'CHCTUKU BJIUSCT HA HpCI[CTaBJ'IeHI/Ie (0] npnpoz[e YECJIOBEKA,

3I0pOBbE M OOJIE3HH, B3aWMOCBS3HM HACIIEICTBEHHBIX M COLUAIBHBIX
¢dakTopoB B ku3HM MHIuBHIA. [Ipu 3TOM B (hoKyce 0OIIECTBEHHOI'O

16



WHTEpeca HaXOMATCS KaK HOBEHINME JOCTHXKCHUS TCHOMHOW MEIHIIN-
HBI, TaK U MPOOJIEMbI TeHHOMO MU HIIPOBaHHBIX (M) opraHu3MoB U
MEPCTICKTUBBI «TU3aifHa MITICHIICB», HEPEIKO Mepexoasiue B GyTy-
POJOTHUYECKUE INTYIUH IO MOBOJY «HAIIETO MOCTYEIIOBEUECKOTO OY-
naymero». MaccMeaua ¢ IOMOIIBI0 MeTaop M YCTOSBIIUXCS HApPaTH-
BOB BCTPAWBAIOT HOBBIC 3HAHUS B TOBCCIHEBHBIC NMPEACTABICHUS M
corpanbHble npaktuku [11]. Tak, reHOM HEpPeaKo MOHUMAETCS Kak
«KOJT )KU3HU» M TEKCT», HAMMCAHHBIA C TIOMOIIBIO YeThIpeXx OYKB (A,
T, T', I), obo3Havaronux azotucteie ocoBanus JJHK. M3 Hux cocras-
neHo HasBaHue (unbma «[attaka» (Gattaca), moeectBytomiero o Oy-
IyIIeM, B KOTOPOM TECHETHYECKHUE TEXHOJIOTUU WIPAIOT KIFOYEBYIO
ponb. ['eHEeTHYECKUN TEKCT» MOXHO KYHTATH» U «PEAKTUPOBATHY, a
KOJ[» — «B3JIOMATh», O YeM HEPEAKO HATIOMUHAIOT OMOXaKephbl. DTH
MeTaopbl  BOCHPOHM3BEACHBI, HAlpuMep, B TMEPBOH  HAy4YHO-
MOMYJIIPHON KHHTE, TOCBAIICHHON PEIaKTUPOBAHUIO TeHOMa «B3iom
KOJ/Ia J)KM3HU. KaK PEIaKTHPOBAHHME T'CHOB IEPENUChIBACT HAIlE OYIy-
mee» [12].

CyIlecTBeHHBIN BKJIa B OCBEIOMIICHHOCTh ITyOJUKH O T'CHETHKE
BHOCHT TIOTPEOUTEIhCKAS TEHOMHUKA — TECTUPOBAHUE KOMMEPUYSCKUMHU
KoMMaHusMH 0e3 ydacTus Bpada. OHa OTKPBIBAET BO3MOXHOCTH TIOJTY-
YCHUS Pa3HOOOPA3HBIX JaHHBIX, CBSI3aHHBIX KaK CO 3JJOPOBBEM, TaK U C
Pa3IUYHBIMH CITOCO0AMH «3a00THI O ceOe» 3a TPaHUIIAMU HETIOCPEICT-
BEHHOT'0 MEIUIIMHCKOT'0 KOHTEKCTA, MPENOCTABIIsAs PEKOMEHIAIUU 110
3I0pOBOMY 00pa3y >KM3HH, NMUTaHWIO U T.1. [IponBuras Ha peIHKE Te-
HEAIOTHYECKHE TECTHI, OMOTEXHOJOINYECKHNE KOMIIAHHUU TaK)Ke BHOCST
3aMETHBIN BKJIAJl B pACHIMPEHUE CITIOCOOOB CaMOITO3HAHUS Yepe3 Ompe-
JIeNICHUE PACOBOM M ATHUYECKOW NMPHUHAIJICKHOCTH, a B PAJIE CIy4yacs
MOKWCKAa POJCTBEHHHUKOB. OTBIT T€HEATOTUYECKOTO TECTHUPOBAHUS aK-
TUBHO 00CYXXJaeTCs B COIMANBHBIX CEeTSAX MO BceMy Mupy. Hampumep,
KOHTeHT-aHamu3 117 BuaeoposnukoB kaHama YouTube, mocBsIeHHBIX
TCHEAJIOTMYECKOMY TECTHPOBAHWIO B KOMOAHWIX «ANCestry» u
«23andMe», BbIsSIBIII crieayroine GakTopbl MOTHBAIIMH aBTOPOB, OIH-
CaBIIMX CBOM OIBIT: 3aWHTEPECOBAHHOCTD; JKEIaHKE 3HATH OOJBIIE O
CEMbE; OTCYTCTBUE HH(POPMAIIMK O CEeMEHHON JIMHUH, BKITIOYAsl CIIydan
JOKA ¥/ WM COKPBITHS WHGOPMAIMU YIEHAMH CEMbH; OTCYTCTBHE
MoJIHOW MH(OpMAanuu 0 OMOJIOTMYECKUX POAUTENSIX, OadymIkax u jie-
IyIIKaxX WIA APYTHX YiIeHax ceMbH. Ellle 0JlHa HeMaJOBaXKHAs TeMa —
XKelmaHue 00JIbIle y3HATh O ce0e, BEISIBUB CBSI3U C KOPSHHBIM HAPOIOM
pErruoHa, B KOTOPOM MPOKUBAET UCCIeayeMbIi. B 1ienom Ha pe3ynbra-
THl TECTUPOBAHUS JIFOIU TPOSBISUIA 3HAYUTEILHO OOJBINE TOJIO0XKH-
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TENBbHBIX (YIOBOJIBCTBHE, ONTHMU3M, yauBieHue) (88,1%), yem orpu-
HaTeNbHBIX peakimid (ctpecc, Hemoymenue, rpycts) (8,1%) [13]. He-
CMOTpsl Ha MPU3HAHHOE BJIMSHHE BHICOKOHTEHTA COLMAIBHBIX CEeTel
Ha TPEIIOYTCHUS ayAUTOPUH, TIOKa OTKPBITBIM Uil MCCIIEIOBATElCH
OCTaeTcsi BONPOC: JUCKYPC HIM OWOTEXHOJOTHS HIPAOT OOJNBIIYIO
poIb B popMHPOBaHUY B3TJISIOB 3pUTENICH KaHaa?

Tem He MeHee wuues camomno3Hanus c¢ mnomompio JHK-
TECTHPOBaHMS MHTEPECHA B Pa3HBIX KOHTEKCTAX, B TOM YHUCIE JUIA IO-
HUMaHHS TIPOIECCOB, OMMCAaHHBIX O. JIUNMmMaH Kak reHeTu3aunus o0-
miectBa. D. JIuNmMaH onpeienuiia TeHETH3alUI0 KaK <IIPOIECC, B X0/
KOTOPOT'O Pa3iIMuus MEKIY OTACIbHBIMU JIamMu cBoastes K ux JJHK,
IpU TOM TPUYUHBI OONBUIMHCTBA PACCTPOMCTB, ()OPM MOBEACHHS H
TICHXOJIOTHYECKIX OTKJIOHEHHU ONPEACIAIOTCS, TI0 KpaiHeH Mepe Jac-
THUYHO, KaK TEHETHYECKUE. DTO OTHOCUTCS U K IPOIECCY, B paMKax
KOTOPOTO OCYLIECTBIISIFOTCSI BMEIIATELCTBA B T€HETUYECKUH KOI C
UCIIOJIb30BAHUEM MOJICKYJISIPHBIX TEXHOJOTHH Uil pemeHus mpoliiem
CO 3/10poBbeM. B pesyiprare 3TOro mporecca OHONOTHs 4YelnoBeKa
OIIMOOYHO OTOXKIECTBISICTCS C T'CHETHKOW YellOoBEKa, MOApa3yMmeBasi,
YTO MOCICIHSS ICHCTBYET B OMUHOYKY, Jeas HaC TAKUMHU, KaKUEe MbI
ectb» [14]. Penykuus 310poBbsi U OoOJIe€3HEH K IeHaM, Kak OTMEYaer
aBTOp KOHIICIIIMH, MPOSIBISIETCS B TOM, YTO T'CHETHYECKHH IHMCKYpC
nomuHUpyer B obmectBe, B CMU u cpenu cnenuanucto. [losTomy
TEHETUKE OTBOIUTCS BEYIIasl pOJib B AMArHOCTHKE, TIOMCKE METO/IOB
JICUCHHSI, a TAKIKE B ONMPEICICHUH HanOoJee MepCreKTUBHBIX HAIpaB-
JIeHWH Hay4HBIX ucchenoBanuil [15]. HecMoTpst Ha TO 4TO HEMHOTUE
uaen D. Jlunmnman ObUTM peann30BaHbl, KOHIICIIIMS BHECJA CYILECT-
BCHHBI BKJaJ B MOHMMaHHE TOTO, KakK IOJ| BIMSHUEM TEXHOJIOTHI
(OpMUPYIOTCS HOBBIE COLMOTEXHUYECKHE pexuMbl. Kpome Toro, 00-
Cy)Klaemasi KOHLISIIUS TIOMOTaeT OCMBICIUTE TO, Kak rnepedopmaru-
pyercsi B3aMMOCBSI3b MEXKIYy HAay4HBIMH H HEmpodeccHoHaTbHBIMU
TPaKTOBKAMH BJIMSIHUS TCHETUKU HA pa3HbIC aCHEKThl WHIMBUIYaJb-
HOM M COIMAJbHOM )KU3HH, B TOM YHUCIIe (PUKCUPYEMbIC TAKUMH TTOHS-
THAMH, KaK «TCHETUYCCKUN PEAYKIMOHH3MY», KTCHETHUCCKHHA DCCEH-
[UATH3M» WU <TCHETUYECKHIA JeTePMUHH3MY.

Ocoboe BHUMaHUE K T€HETHYECKOMY JIETCPMUHHM3MY B COLUAIb-
HBIX HayKax M OMOITHKE CBS3aHO C ONACEHHSMH, YTO OH OOECIICUUT
OCHOBY JUISI COIMAIbHOW JUCKpUMUHAIMH. OHAKO 3TH MPEANOIOKE-
HUSI TOKA HE HAIIUTA MOATBEPKACHHS B HCCICOBaHUAX. Takue ¢passl,
KaK «T€H JJIA» WK «TeH X» (HarmpuMep, «I'eH aJKorou3Ma»), 0OBIYHO
UCTIONIB3YIOTCS KaK MPUMEpPBI IETEPMHHUCTCKOTO moaxona. [Ipu stom

18



Tonbko 25,6% yuyactHukoB (okyc-rpynmbl (108 yyacTHHKOB) OTBETH-
7H, 4To (paza «reH cepledyHoro 3a00NeBaHUS» O3HAYAET, YTO T'CHEI
SBIISIIOTCS €IWHCTBEHHBIM (haKTOPOM PHCKa CEpACUYHBIX 3a00JICBaHHIM.
B 10 xe Bpems 46% HHTEpIpETHPOBAIN €¢ KaK «COYeTaHUue reHeTHYe-
CKHX, 9KOJIOTHYECKUX U MOBEICHYECKUX (haKTOpOB pucka» [16].

Kpome Toro, HecmenuanucTsl, Kak IpaBUIIO, OTPAHUYMBAIOT TPaK-
TOBKY F€HETHUECKOTO JIETePMUHU3MA CBOUMH WHTEPECAMH, YTOOBI U3-
OexxaTh OOBMHEHMI (BO BCEM BHHOBATBHI T'€HBI) MJIM )K€ 00OCHOBATh
MOBEJICHNE, KOTopoe BpeauT 310poBkio [17]. Kak yrBepxkaaer C. Kon-
IUT, OOIIECTBEHHOCTh CKJIIOHHA Pa3fACiATh PasyM U TEIO, IPUITUCHIBAs
Oonpllee TeHETHYECKOE BIUSIHUE XapaKTEPUCTHKAM, KOTOPhIE BOCTIPH-
HUMAIOTCS KaK CBSI3aHHBIC C TEJIOM, U OOJbIlee BIUSHUE OKPYKAIOIIEH
Cpenbl XapaKTepUCTUKaM, BOCIIPHHIMAEMBIM B CBSI3H ¢ pazymom [18].
Taxoke BaXXKHO YYUTBHIBATb, YTO MHEHHS HECIELHATUCTOB YacTO OCHO-
BaHBI Ha JJTMYHOM OIIBITE 1 OTPAHUYECHHBIX 3HAHHSIX.

OntuMu3M OOIIECTBEHHOCTH IO TOBOAY T'€HOMHOH MEIHLIMHBI
[19] compoBoxaercst 6€CIOKOWCTBOM OTHOCHTEIBHO TOCTYIIA IIUPO-
KHX CJIOEB HACEIEHHs K Hel, MOJUTHKH BbIOOpa OyAyIIMX MCCIenoBa-
TENBCKUX MPOTPaMM, €BreHUKH W MapTUHATU3AlHU APYTUX MEIULHH-
ckux momxonoB [20]. Kak yrTBepkmaer psja aBTOpOB, B OIpocax
«...pECHOHACHTHI, 00ECTIOKOCHHBIE TeHHBIMU TEXHOJIOTUSMH, TyMaroT
B OCHOBHOM C TOYKH 3pEHHs MOpaybHOI mpuemiemoctn» [21]. Tlo-
CIIeIHSAS, MO0 CYTH, ONpEAessieT MmapameTphl COUUAIBHON aKUenTaluu
MHOTHX OWOTEXHOJOrMYeCKHX HHHOBAaLMH, HO B KOHEYHOM HTOTrE
KITIOUEBBIM OKa3bIBACTCS BOIIPOC: BO3MOXKHO JIM IOCTUYb KOHCEHCYCa B
obmecte? Hampumep, cMoXeM I MBI HAWTH COLMANILHBIA KOHCEHCYC
OTHOCHUTEIBHO TMEPCHEeKTUB PEAaKTUPOBAaHHA TeHOMa HSMOPHOHOB?
OueBHIHO, YTO UCXOJHBIM ITyHKTOM JIIOOOW pallMOHAIBHON TUCKYCCHU
JOJDKHO CTaTh NMPU3HAHKE Pa3HBIX, M, BO3MOXHO, Ja)Ke IPSMO IPOTH-
BOTIOJIO’KHBIX, TOYEK 3PEHHS], a TAKXKE TO, UTO 1e0aThI MO «JTt000i KOH-
KpEeTHOW OMOTEXHOJIOTMH TOYTH HaBepHAKa OyIyT MMETh pa3HbId Xa-
pakTep B pa3HbIX KOHTeKcTax» [22]. [Ipu 5ToM HecnenuaiicThl, YTO0bI
y4acTBOBaTh B OOCYKACHUSX, JOJDKHBI, 10 KpalfHEH Mepe, MOHMMATh
cnequpuKy STHUYECKUX NpoOJIIeM M OCHOBHBIC HPUHIMUIbI JEHCTBHA
HOBOM TEXHOJIOTWH, a TAKXKe Pa3Hble MOCIEACTBUS €€ MCIOIb30BAHUS
[23]. Kpome Toro, Ba)KHO Yy4HTHIBATH NMPEABIIYIINI ONBIT U M30erarTsh:
1) opueHTanK Ha NePUIHUTHYIO MOJCNb B TIOHUMAHHU ONACCHHH HIIH
CTPaxOB COLMAJIBHBIX aKTOPOB; 2) pa3JeiCHHs TEXHUYECKUX aCIIEKTOB,
KOTOpBIE JOJDKHBI OLICHUBATh CIEHUATNUCTHI, U BOIMPOCOB MOpaH, KO-
TOPBIMU 3aHHMAIOTCSI OMOITUKH U COLMOJIOTH; 3) 00CYKICHHUS K0
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HOBOM TEXHOJIOTMH B KaueCTBE OTAENBHOTO «ITHUYECKOT0» BOIPOCA,
MPaKTUYECKH HE YUYUTHIBAIOIIETO KOHTEKCT, B KOTOPOM HayKa B LIETOM
W BCIOMOTaTeNbHbIE CTPYKTYPBl B YaCTHOCTH (prHAHCHUPYIOTCS, Opra-
HHU3YIOTCS M KOMMepuuanu3upyrTcs [24]. Taxke HEOOXOAUMO IMpu-
HUMAaTh BO BHMMaHHE, YTO MPOPHIBHBIC TEXHOJOTMU NPEICTABISIOT
WHTEpEC C TOYKH 3PEHUS MEXIYHAPOAHOW KOHKYpPEHTOCIIOCOOHOCTH,
MIpPECTHKAa HAYKU M SKOHOMHYECKOTO POCTa, a MOTOMY B JUCKYCCUSAX
JOJDKHBI YYUTBIBATHCS] HHTEPECHI HALIMOHATIBHON HAyYHOH MOJUTHKH.

OueBHIHO, YTO MHOTHE AWCKYCCHH 3aTParvBaioT (yHAaMEHTab-
HbIe (PHUIT0COPCKO-MUPOBO33PEHYECKHE BOIPOCH O LIEHHOCTH >KU3HHU,
BO3MOXKHOCTH TPUHUMATh DEIIEHHS B MHTEpecax OyIyIIux MOKoIie-
HUH, 0 pacnpeaeieHnd AepUIUTHBIX PECYpCOB 3APaBOOXPAHEHHUS U BbI-
Oope HampaBieHUH OajbHEHIIET0 pa3BHTHS OMOTEXHOHAYKU. B sTOM
KOHTEKCTE OMOSTHKA MOXKET BBICTYITUTh KaK COBELIATENbHAs IIIOMIaIKa
U KaK croco0 compsbKeHUsl KOHKYpHpYIomnX MHeHui. Kak mokasbiBaeT
OIBIT 00CYXIIEHUS APYTUX MOPAJILHO HEOAHO3HAYHBIX IIpobIieM — abop-
THI, 3BTaHA3MSs, BCIIOMOTaTeIbHbIE PEITPOAYKTUBHBIE TEXHOIOTHH — OHO-
9THKAa MOXET NMMOMOYb COIJIacoBaTh pa3Hble MHTEPECHl U MOKA3aTh CIIO-
cOOBI COBMECTHOTI'O BBIOOpa TPAaEKTOPHH yCTOWYHMBOTO IBIKEHHS B
Oyayiiee, CTUMYIUPYS HAC MPOAKTUBHO BBIOMPATh TO, Kak OyIayT pas-
BHUBATbCSA FEHETUYECKHE TEXHOJIOTHH, MEIUIIMHA, a B KOHEYHOM UTOTE,
B KaKOM OOIIIECTBE MBI XOTHUM >KUTb.

3akjao4eHue

Takum 00pazoM, OHOITHYECKHE MPOOIEMBI, CBS3aHHBIC C AKTHB-
HBIM BHEJIPEHHEM T'€HOMHBIX TEXHOJOTHH B 37paBOOXPAaHEHUE U TPO-
[ecCaMi HMX «COIMAJIM3alu» B OOIIECTBE, TPEOYIOT KOMIUIEKCHBIX
COLIMOTYMaHUTAPHBIX TIOAXOM0B, o0ecneynBaonmX (GopMHpoBaHUE
COLIMAILHO MPUEMJIEMOl WHHOBAIIMOHHOW CpPEJIbl, BBICTpaHBaHHE d(-
(DEKTUBHBIX OTHOIICHUN MEXKTY HayKOH M OOLICCTBOM, MAIICHTAMHU U
BpayaMH. JTO MO3BOJUT MPOAKTHBHO OI[CHUBATH BO3MOXKHBIC OTBETHI
00lIecTBa Ha BBI30BBI OMOMEIMIMHCKHX MHHOBAILWM, CO31aBas Mpen-
MOCBUTKU ISl JajbHEHIIEro 3((EKTUBHOTO OOCYXIICHHS M PEIICHUS
ATUYECKHX KOJUIM3MH B TC€HOMHOH MEIWIIMHE. A TaKKe MOMOXKET B
Pa3BUTHH COIMOTYMAaHUTAPHBIX KOHTYPOB TEXHOHAYKH, KOTOpBIC YKe
SIBJISIFOTCS.  HEOOXOIMMBIM DJIEMEHTOM MHOTHX KpPYIHBIX Hay4HO-
UCCIICAOBATEIbCKUX HMHUIMATHB (Hampumep, «['€HOM uYelmoBeka»,
«Mo3r YernoBeka»).
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E.B. bpeiraauna

PNJI0COPHUA CY/Ibbbl B KOHTEKCTE
I'EHOMHOU MEJUILIUHbI

Annomayus. Obpamenue ¢pmrocopru k mpobreMaTike Cyap0bI YeT0BEKa CBsI3a-
HO C TIOMCKOM OOBSCHEHHS COOTHONICHUS NPEJONpPEETICHHOCTH M CBOOOABI BOJIH.
Pa3Burne reHeTHKN M CONMATIBHBIX MPAKTUK NPUMCHEHHS T€HETHUECKUX 3HAHUH 1po-
OreMaTH3NpyeT TeHBI KaK TO, 9TO, HAXO/ASACh BHYTPH YEJIOBEKA, BHICTYNAET BHEIITHEH»
JIETEPMHUHAHTOH [UIS IIETTOCTHOCTH. Y CIIOXKHEHHE TIPEJICTABICHIH TeHETHKH O MIPUINH-
HO-CJICZICTBEHHBIX CBS3X HE HAXOIWT aJICKBAaTHOTO OTPAKEHUS B MPEACTaBICHHUSAX HO-
cureneii Mpo)aHHOTo 3HAHWS, BIHMSECT Ha BOCIIPOM3BOACTBO B OOIIECTBEHHOM CO3HAHUH
TIO3UIUY TEHETHYECKOoro JerepMuHn3Ma. C pa3BUTHEM IPOEKTOB T€HOMHOH MeIUIu-
HBI 110 IPEIUKINY ¥ IPEBEHINHU 3a00JICBaHM, B TOM UHCIIE METOAMU T€HHOH Tepa-
IIUH, U7esl KOHCTPYHPOBAHUS CYABObI CAMUM YEIOBEKOM ITONTYydJaeT JOMOIHUTEIHHYIO
aprymenrtanuio. ['enomuas madopmarms B KadecTBe (hakTopa CaMOMICHTH()UKAIUT
BIIMSICT Ha ONpeJeJIeHIe IPEesioB U (hopM caMopeaTi3aniuy B )KU3HEHHBIX COOBITHSX.

Kniouesvie cnosa: cynpba, TEHOMHAsI MEIUINHA, ACTEPMHUHAINS, T€HETHICCKUH
JIETEPMHUHN3M, CBO0OO/Ia, OMOITHKA

Tema cynpOBI Kak BIacTH HEOTBPATHMOW HEOOXOANMOCTH, TPEO-
MPEAETCHHOCTH COOBITHI M MOCTYIKOB 3aHUMAeT 3HAYMMOE MECTO B
¢mnocockoil TpamuuM OcMbICIeHUsT MUpa U 4enoBeka. CynpOa
TPaKTyeTCsl Kak COBOKYITHOCTh TOT'0, YTO COCTOUTCS C YETOBEKOM T1OJ
BIIMSIHUEM POKa, KapMbl, (POPTYHBI, T.€. HEKOH MOT'YILIECTBEHHOMN CHJIBI,
HEOCTYITHOW ISl TIOCTHXKEHUSI YETTOBEKOM, KOTOpasi yNpaBisieT JKU3-
HbIO. B ucTopun KynapTypsl NPUCYTCTBYET TPaaUIUs PacCMOTPEHHS
CyIbOBl OTIAETBHOTO YEIOBEKa B KOHTEKCTE MOJIUTUYECKOTO CTPOS,
9KOHOMHYECKHX MPOLIECCOB, KYIbTYPHOI cuTyanuu. B npencrasnenu-
X O Cynp0e MpOSABISAETCS MOHMMAaHUE CBOOOABI M HEOOXOAMMOCTH
MPUMEHUTENPHO K WHAMBHIYAIBHOMY YEIOBEUYECKOMY OBITHIO, CO-
JEePIKUTCST yKa3aHWe Ha MEXaHU3MBI yIpaBleHUS! ObITHEM Ha YPOBHE
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WHAMBUAYaATBLHOM H 0o0mecTBeHHOM. OOCyXKIeHne TeMbI CyAbObI Tpe-
OyeT oTBeTa Ha P KIIOUEBBIX BOMPOCOB: KAKOB MCTOYHHK CYIbOBI —
MPUPOAHBIE 3aKOHBI, BOMIA BOroB; Kak cOOTHOCATCS cyAbOa Kak Mpeno-
MPEAEIeHHOCTs U CBOOOAA BOJH YENIOBEKa; BO3MOXHO JIM YEJIOBEKY
U3MEHHTH cyns0y? [1].

B cBsi3u ¢ pa3BUTHEM TeHETHYECKUX MCCIEIOBaHUI U MPUKIaTHBIX
TEXHOJIOTUH WX HCIIOJIBb30BAHUS AKTYAIHU3UPYETCS OCMBICICHUE Ha-
CIICICTBEHHOW TPENONpPENeICHHOCTH NPU3HAKOB YEIOBEKA, BIMSAHUSI
TeHeTHYecKuX (aKTOPOB Ha TOBEACHHE WM JKU3HEHHBIE COOBITHS, Ha
MEXaHU3MbI U PE3yJbTaThl CAMOUACHTH(UKAIINY, a TAKKE BKIFOUCHUE
Hay4YHBIX NPEICTABICHUI O HACJIEACTBEHHOCTH B PAa3JIMYHBIC COLU-
aJTbHBIC TIPAKTUKH.

Kpatko chopmynupyeM OCHOBHBIE BEXH Pa3BUTHUS (DPHUIOCOPCKHX
MpeACTaBIeHU 0 cyap0e B €BpPONEHCKON Tpaguliy W BBIIETUM aK-
LEHTHI, MPOSBIAIOMIEcs B (HIOCOPCKOM OOpalieHUH K KOHLENTY
«cynp0a» B CBSI3U C TeHETH3aLMel PasMuHbIX cep >KU3HU YeloBeKa
u o01iecTBa.

Konuent cyns0b1 CKilaibIBaeTCs B pa3BUTOM BUAE B AHTUYHOCTH Ha
OCHOBE MHOTr000pa3HbIx ncTouHMKOB. B.IL. I'opaH cBs3bIBaeT apeBHe-
rpedecKre IpeiCTaBlIeHNs O CyJb0e C XTOHUYECKUM KYJIbTOM MOYHTA-
HUS1 O0XKECTB )KEHCKOT'0 PO/ia, OAHOBPEMEHHO OTCHUIABIIUM K IJIOZO-
POAMIO M POXKIEHUIO, C OJHOH CTOPOHBI, U K CMEPTH U 3arpoOHOMY
Mupy — ¢ npyroi. Kpome Toro, uznes cyap0bl Kak MOJIHOTO >KU3HEHHO-
ro MyTH 4elloBeKa, paclpocTpaHeHHas Ha bimmwkaem Boctoke, o ero
MHEHHUIO, TO)KE CKa3alach Ha MNPEACTaBICHUH O TpedyecKod OoruHe
cyas0b1 Moiipe [2].

MHoroo0pa3Hble TPaKTOBKM TOHITHUS «CyAb0a» B aHTHYHOM Tpa-
IUIUY 00BeIMHEHBl UAeeH O TOM, YTO AETEPMUHAHTON CyAbOBI BBI-
cTymaeT pok, (aTym, BHEIIHHW [0 OTHOUICHHIO K HWHIuBUAY [3].
Cynp0a npeacraBisiiach 3aBepUICHHON BHEBPEMEHHOW 1ETOCTHOCTHIO,
Koraa Oyayluee mpen3agaHo W, 3HAYUT, HEOTBPATHMO, UTO JOIMYCKAET
npeackazanue. Y rpedeckux (uiocodos, B yactHocTH y [lnmarona u
[InotuHa, onpenenenue >KU3HEHHOTO Xpedbus Moiipamu, KOTopbie 3a-
JaBalil YeIOBEKY IPU €ro pOXICHUH BeCh KM3HEHHBIH MyTh, B TOM
Yrce MOMEHT CMEPTH, COITPOBOKAAIOCH TOSBICHNUEM Yy YellOBEKa Ha-
MPaBIIOIIETO €ro 3eMHYIO JKU3Hb JIeMOHa-TeHus [4, c. 654]. AHTnu-
HOCTh TpakTOBaja CBOOOJHYIO BOJIIO YEJIOBEKa Kak 3apaHee Npeay-
CMOTPEHHOE CPEJICTBO UCTIONHEHU mopsiika Bemield. COOTBETCTBEHHO,
cyap0a Kak BHELIHSS [0 OTHOILEHHIO K YEIOBEKY CHJia He MMela JId-
HOCTHOTO XapaKTepa, OHa JeWCTBOBaja KaK 3aKOH, KaK HE00XOIu-
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MOCTh BbIcmiero nopszaka. Jlrogu u O60rM, Kak 4acTd LIEIOro, UMeENn
cyab0y, TpeACTaBIIsIeMYIO0 Kak Jois B LenoctHocTH: «XKpebuit 6po-
CHBILIUM HaM, B o0JlafiaHue BedHoe Naysio MHe BOJHOLIYMHOE MOpPE,
Auny moazeMHbBIe MpakH, 3€BCY JAOCTANOCh MEK Tyd M 3dupa mpo-
cTpanHoe HeOo» [5, c. 253].

B CpenneBexoBbe HHTEpIpETaIys Cyap0bl KaK MPOsIBICHUS 00KeCT-
BeHHoro IIpoBuaeHus, TPOTUBOIMOIOKHOTO YEIOBEUYECKOMY MPOU3BO-
7y, TIpeicTaBiIeHa BO B3risimax ABrycruHa, bosuus, Abemspa. Mranb-
SHCKUH TyMaHM3M 3M0Xu Bo3pokaeHus TAroTen K MpeAcCTaBICHHIO
CyabOBI Kak (POPTYHBI, a YelIoBeKa, 00I1aJaromero CioCOOHOCTAMH TI0A
cTaTh OO)KECTBEHHBIM, TPAKTOBAJ Kak co3narens cyap0sl [6]. [To mepe
pa3BUTHA HOBOEBpoMeiickol ¢uiaocopun M HayKu cyapda cTaja pac-
CMaTpHUBaThCS B COLHMAIBHOM KOHTeKcTe. Kputrke mnoasepranoch
IpeNCTaBICHHE O CyAbOe Kak npupoaHoi Heodxomumoctu (D. bakow),
Bepa B CyIp0y paccMaTpuBalach Kak IMPUYMHA COLMAIBHOTO HEepaBeH-
crBa (T.T000c). B 3TOT mepuon YCIOXKHSIOTCS NPEACTaBICHHUS O
BHEUIHEH (MPUPOJHON U COMANBHOI) HEOOXOIMMOCTH M POJIU CAMOT0
genoBeka (P. Jlekapr).

Cynpba Kak MpUpOAHAs LENeco0Opa3HOCTh, COTJIACHO B3TJIsIaM
U. Kanra, co3naer ycnoBusi AJisi COBEpPILICHCTBOBaHMS YeJIOBEKa U de-
JIOBEYECTBA 4Yepe3 CIIOCOOHOCTh YelIOBeKa M30HpaTh 00pa3 KHU3HH,
OPUCHTUPOBAaHHBI Ha HPABCTBEHHOCTh KaK IIENb ACATEIBHOCTH [7].
I'.B. I'erens cHuMaer ¢ cyns0bl «popmy BHEUTHEH HEOOXOIUMOCTHY:
«CBOIO CyIp0y HYKHO BBIOMpaTh CBOOOAHO M TaK e IEPEHOCHUTH H
OCYIIECTBIATHY [8, c. 65], MOCKONbKY Cy/nb0a 3aKITOUeHa B CAMOCO3HA-
HUH, KOTOPOE MPOTUBOCTOUT OOBEKTUBHOCTH U CHOCOOHO CBOOOAHO
BbIOMpaTh. MHTepnperanust cyapObl Kak pe3ysibTara CO3HATEIBHOTO
CO3WIaHUs ee YEIOBEKOM HaXOIUT pa3BuTHe BO B3risimax K. Mapkca.
Cynpba kak BeIpaskeHHue HecB0oOo bl mpucytcTByeT y @. Hummre.

B ¢unocodekom auckypee XX B. pediiekcuss KOHIENTa «Cyapoa»
OCyLIEeCTBIACTCS TUiesiiol  Takux ¢uiocodoB, kak A. beprcos,
I'. T'apamep, 3. I'yccepns, 3. Kaccupep, M. Xaiinerrep, M. Illenep,
A. onenrayap, K. fcnepc, u apyrumu meicautensimu [9]. Tlonstue
CyIbOBI TIOTy4aeT TPAKTOBKH, CBSA3aHHBIE HE TOJBKO C MPOBUICHUEM,
POKOM, JOJIeH U T.J., HO M C KOHKPETHBIMH IPEICTaBICHUSIMHU O COOBI-
tusix xm3HU [10]. Tak, K. Slcnepc ormedaer, 4To 4enoBeKa HUKTO HE
UMeeT TpaBa MPUHYXKIATh U3MEHSITh MapUIPyT >KU3HEHHOTO IyTH, KO-
TOpBIN OH BBIOpaJL. YenmoBek caMm crocoOeH OeckoHeYHO MeHAThes [11].

B pycckoii penuruno3noii ¢punocopun Tema cynp0bl paccMaTpuBa-
Jach B KOHTEKCTE TIOMCKa CMBICHIA KU3HH, IPEAeNioB cBOOO B, 100pa 1
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3712, ONMHMCAHUSI COOTHOIICHUS HEOOXOAUMOCTH M CIy4alHOCTH, B3au-
MOOTHOILICHHS Bephl M 3HAHUS MpH NocTwkeHun bora u mwupa.
A.®. JloceB TpakToBad «Cyap0y» Kak CMBICIOOOpa3yrolee MOHATHE
KyneTypbl. Mccnenyst aHTuyHOE ydeHue o cyap0e i COBpEMEHHBIE eMy
Hay4HbIE MpPEACTaBJICHUs, OH oOpaimjal BHUMaHHE Ha MPOTUBOPEUUS
MEXKIY aKTOM AaHHOCTH (peHOMEHa CyAbOBI KaK KU3HEHHOTO SIBJICHUS,
€ro MepeXUBAHWEM B ONBITE U OTBEP)KACHUEM HAyKOH caMoi uaen
cyns0bl [12]. Cynpba, monsaTas kak MoMeHT [lepBoeanHCTBa, Kak oc-
MBICJICHHAsI ¥ HAallpaBJIeHHAasl Ha CrlaceHHe YejaoBeka Boiisi boxust, kap-
JMHAJIBHO OTJIMYAETCS OT CJISTIOr0 aHTUYHOTO poka [13].

[lonsiTre cyapOBl Kak yHUBEPCATUH KYIbTYpPHI, OCMBICIISIEMOE B
¢mtocodpckoil TpaaMLIUHM, TOAYEPKUBACT LEIOCTHOCTH MHpA, CBSI3b
yenoseka U mupa. Kak cinenyer u3 konuenuuu Kyinstypsl B.C. Cténu-
Ha, B CTaryce KyJbTYPHOWH YHHUBEpPCAJIMHU 3TO MOHSATHE BBOIUT «OMpe-
JEeTICHHYIO IIKAITy [EHHOCTEH, MPUHSTYIO B JAHHOM THIIE KYJIbTYpbI, U
MO3TOMY ONpEAETICT HE TOIBKO OCMBICICHHE, HO U AMOIMOHAIBLHOE
nepexuBaHue Mupa uenoBekom» [14, c. 220]. C oxmHO# CTOpOHBI,
«cynp0a», Oyaydn KyJIbTYpHOM yHHBEpCajHeH, BIUSCT HAa Pa3BUTHE
¢unocoduu, ocymecTBIAOMENH HEHHOCTHYIO PE(PIESKCUIO OCHOB KYJIb-
TypBl U HAaYKH, MPE3EHTHPYS KOMIUIEKC 3HAYMMBIX IJIsI HAYYHOH Kap-
TUHBI MHpa TMOHATHH U 00pa3oB — HEOOXOAMMOCTH M CIY4alHOCTH,
3aKOHa, NMPUYMHBI, BpeMeHH [15]. DT moHsTHS M 00pas3bl BXOAAT B
KaTeropuaJbHO-TIOHSITUHHBINA Kapkac (uiaocopuu W HayKH, cozgaBasi
OHTOJIOTUYECKUE OCHOBaHMS KapTUHBI Mupa. C Opyroil CTOpOHBI, pas-
BUTHE HayKu oOoramaer HalOJHEHHE KOHIENTa «CyAb0a» C y4yeToM
Hay4YHBIX JaHHBIX W TIOAXOA0B, 0OOCHOBaHMsI IEHHOCTHOTO BBEIOOpa U
peIIeHNsT MOPAJIbHBIX MPOOIEM B KOHKPETHBIX MCTOPUYECKUX YCIIOBH-
ax. [lpencraBienns o cyap0e Ha ONMpeNeIeHHOM dTarie Mo3HaHus 00y-
CIIOBJIMBAIOTCS CJIOKHBIM KOMILJIEKCOM BHYTPHHAYYHBIX M BHEHAyY-
HBIX JIeTePMUHAHT.

OTMeruM, YTO OpMEHTAlMs Ha PallMOHAIBHBIA CTHIb MBILUICHUS
3aJaeT BEKTOp, MBITAIOIINICA COOTHECTH (DUIIOCOPCKYI0O U Hay4dHBIE
TPagUIMU PaCCMOTPEHHSI T€X WIIM WHBIX (PeHOMEHOB. Tak, M3BECTHBI
MOTBITKA COOTHECTH (PU3NYECKUE MPENCTABICHUS O MPUPOTHBIX IMPO-
Heccax ¢ MHTEpHpeTanneii CXOAHBIX SBICHUN B (HUIOCOPCKON Tpaau-
1Y, HAIPUMEP, YCTAHOBUTH COOTBETCTBUE MEXIY CBOOOAON BOIH U
MOBE/ICHUEM KBAaHTOBBIX MuKpouactun [16], wmu nate dusudeckyro
MHTEPIPETAIIMI0O MHUMOCTSAM [17], MM paccMOTpeTh KOMIUICKCHYIO
BOJTHOBYIO (PYHKIMIO KaK HAdaslo, yIpapJsiolee JBIKEHHEM YacTull,
T.€. KaK aHaJIor JAeicTBHs AeMoHa-Tenus [18].
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JlunepcTBO OMONMOrMM MOAAEPKUBAET YKa3aHHYIO JIOTHKY. PasBu-
THE€ TEHETUKHU TNPEAOCTaBUIIO SMIIMPUYECKUE JAHHBIE U KOHIENTYallb-
HBIE HHCTPYMEHTHI, MTO3BOJSIOLINE aKTyaIM3UPOBATh KOHLENT «Cyap0a»
MIPUMEHUTENBHO K COIMYMY M YENOBEKY 3a CUET YTOUHEHUS U MHTEp-
MpeTaluy MPeACTaBICHUI O TOM, YTO HMEHHO HacleayeTcs, B KaKoi
CTENEHN T'eHeTHYecKre (PaKTOphl MPEAONPEACIAIOT IPU3HAKU U TIOBe-
JIeHUE, a 3HaYuT, U Cyab0y yenoBeka. CCbUIKM Ha TEHETHUKY KakK HayKy
B OOIIECTBEHHOM CO3HAHWW MAapKUPYIOT IEHHOCTHBIEC CYXIECHHS OTHO-
CHUTEIIbHO 00YCIOBIEHHOCTH CYp0BI Kak 3akoHOCO000pas3Hble. [Ipudem,
C OJTHOW CTOPOHBI, HIMEET MECTO BIMSHUE F€HETHUYECKHUX CYKICHUH Ha
npeacTaBieHus 00 00yCIOBICHHOCTH KU3HEHHOTO IyTH YeTIOBEKa, a C
JPYroil — MPOMCXOOUT MOACTPANBAHNE MHTEPIPETALNNA TE€HETUUECKUX
JaHHBIX MOJ MPENCTaBIEHUS KYIbTYpPbl O COOTHOUIEHUH CITy4ailHOro u
HEOOXOJUMOTr0, HACJEACTBEHHOIO W CPEJOBOr0. DTO NMPOUCXOAMT B
KOHTEKCTE MPOLIECCOB MEIWKAIM3aLUU U TeHETU3aluH, TpaHcHOopMH-
PYIOIINX pa3HbIe cephl CONUATBHBIX OTHOLIEHUH M MMEIOMINX pa3Ho-
o0pa3HbIe MPOSIBICHUS.

KonnentyansHoe BbIpaK€HHE NETEPMUHUCTCKUX B3IVISIIOB Ha
cyap0y mpeacTaBisgeT coO0H MUPOKUI CIIEKTP MO3UIHNIA — OT KpaiHero
OMOJIOTMYECKOTO PEAYKIMOHU3MAa M TEHETHYECKOro IeTepMUHH3Ma
(mpu3HaHUE HWCKIIOYUTENBHON JETEPMUHALMH YYBCTBUTEIBHOM TIe-
HOMHOH WH(OpPMALUK MO OTHOIICHUIO K )KU3HCHHBIM IEPCIICKTHBAM)
10 KpadHero componoru3Ma (abCoOMOTH3AIMs BIUSHUS CPEIOBBIX
(baxTopoB pa3BopauMBaHHs CynbObl). BHMMaHHe K BHEmIHUM (hakTo-
pamM, BIUSIOIIUM Ha MPOXKUBaHWE WHAWBHIOM XHU3HHU, KOPPEIUPYET C
MIPU3HAHUEM OTHOCUTENBHOCTH PUCKOB, MPEICKAa3aHHBIX HAa OCHOBA-
HUU TeHOMHOH HH(popManuu. Mexny 3TUMH KpalHUMH AUXOTOMHY-
HBIMHU TMO3ULUSMH — Macca IJIaBHBIX MEPEXOIHBIX (OpPM, 3aBUCALIUX
OT JKOHOMMYECKHX, COLHAIBHBIX, INCHUXOIOTHYECKHX, KYJIbTYPHBIX
0COOCHHOCTEH COIMANBHBIX TPYI, a TaKKe OT YPOBHS 00pa3oBaHUS,
BO3pacTa, MoJja, JMYHOTO OIbITa CEMEH U MHANBHJIOB.

B renernueckoM aeTepMUHU3ME MPENONPEAETIEHHOCTh NIEpeMela-
eTcsl U3BHE BHYTPb CaMOT0 YeNIOBEKa, OCTaBasCh MPU 3TOM CHJIOW, HE
3aBHCHMOM OT BOJIM M pa3yma ueloBeKka. |'eHeTnueckas MPUUMHHOCTh
HMHTEpIpETUpYeTcs Kak JeTepMUHAINA. ANEIIIANNA K TEHETUKE UCTIONb-
3yeTcsl Ui Pa3BOpauMBaHUs MPEACTABICHUI O TOM, YTO CyAbOa 4erno-
BeUeCcTBa MpeAoNperenceHa Yepe3 (uioreHeTHdeckue KopHu. B sTom
KOHTEKCTE OTMETHM CBOET0 pojia 3HAKOBOE HAIlpaBJIEHUE HCCIIEN0Ba-
HUI B 00JaCTH MOBEJCHYECKON TeHETHKH, KOr/la Ha IpUMepe pasiind-
HBIX aclEKTOB MOBEAECHUS aBTOPHI OMUCHIBAIOT 3HAYEHHUE 3BOJIOLHOH-
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HBIX ¥ HEMNOCPEACTBEHHBIX B3aUMOCBSI3AHHBIX TC€HETUUCCKUX MPUYHH,
KOTOpBIE JIGKAaT B OCHOBE MOBEICHUYCCKUX MPEAPACIONOKEHHOCTEH
[19]. BaxHo, 4TO comepaTeIbHOEC HAMOIHEHUE YTBEPKIACHHSI O (-
JIOTEHETUYECKON TIPEAOTPEASIICHHOCTH MOXKET PacKphIBaTh OUOIOTH-
YECKHE MEXaHU3MBbl KaK KOOIMEPATUBHOIO, albTPYUCTUUYECKOTO, TaK U
ATOUCTUYECKOTO, arpeCCUBHOTO MOBEACHUS. Tak, MO aHAJIOTHH C KOH-
LENIueld TeHHO-KYJIbTYPHOH KO3BOIIOIUU COIMOOHOJIOTOB BBICTPAU-
BaeTCs apryMeHTaIus B pabote OputaHckoro uccnenoatens P. Crap-
tana [20], koTopbIii yTBepKIaeT, 4TO B OMOJOTMH W B COIMAIBHBIX
HayKaX COOpaHBI JJOKAa3aTeIbCTBA U apTyMEHTHI B TIOJICPIKKY BCECTO-
POHHETO MPUMEHEHUS TCOPUH STOMCTHYHBIX T'€HOB K YEIOBEUECKOU
MOMYJISLIKH.

[IpunsITHE TEHETHYECKOTO NETEPMUHI3MA TIPUBOIUT K BHIBOIY 00
OTCYTCTBHUU CBOOOJBI BOJM Yy 4YEIOBEKA, WMEIOIIECT0 ONpeAcTCHHBIN
reH (TeHHBIH KOMITJICKC), K O CYIIECTBEHHOM OTPAaHHUYEHHUN CBOOOIBI
4yepe3 CYXKEHHE AMara3oHa J>KU3HEHHOIO BBIOOpA, JOCTYITHOTO JUIS
JAHHOTO YeJIOBEKa, a 3HAYMT, U K 3aKJIIOYEHHUIO O MOJHOM mpenomnpe-
JICNICHHOCTH €T0 CYAbOBI €ro reHamu. TakuM o0pa3oM, TeHETHYeCKUH
JNETEPMUHHU3M CTAHOBUTCS TCHETUYECKUM (DaTaan3MOM — MpeNCTaBIie-
HUEM O TOM, YTO YEIIOBEK HE MOXKET M30eKaTh T€HETUYESCKH TPEeo-
MpeIeIEHHBIX CUTYAIlNi, COOBITUH, a ONpe/IeiCHHAs: TeHaMH Cy10a He
M3MEHUTCS OT BHEIIHUX COOBITMH WIJIM TIOCTYIIKOB CaMOTO YENTOBEKa.
Bo3MokHOCTD M3MEHEHHUS CYJbObI KaKk HEKOW MPOTrPaMMBI PacCMaTpH-
BaeTCs KaK 3aJI0KEHHBIN BHYTPh MPOrPaMMBbI ()parMeHT, YTO 03HAYAET
MPEA3aJaHHOCTD MPECTIOB BO3MOXKHBIX H3MEHEHUH (HOpMa peaKiium).
W3BecTHBINM amepukaHckuil TeHeTuK Puuapn JIEBOHTHH oTMeuan, yTo
TCHETUYCCKH (haTalu3M HMEET COIHMAILHBIC U TOJUTHYECKHE I10-
CJICZICTBHS, TIOCKOJIbKY BHIBOAUT OOJBIIYIO YaCTh COIMAIBHBIX M TIOJH-
THYCCKHX Peanii N3-1moJ1 KOHTPOJIs uenmoBeka [21].

[Ipu3HaHMe reHETUYECKON IeTEPMUHUPOBAHHOCTH CYABOBI BEJET K
YTBEPXKIICHUIO O €€ HEU3MEHHOCTH, MPEAoNpeneisieT pacCMOTpEHUE
TeHOMHOH WH(OpMAaIu M JaHHBIX KaK TOrO, 4TO JeNaeT JIUYHOCTh
YS3BUMOM, TIPO3PAvHON JIJIsl PYTUX JIFO/ICH, O0IIeCTBa U roCy1apCTBa.
YcunuBaercss BHUMaHHE K Tpo0ieMaM KOH(PUICHIIMATBHOCTH U 3aIUTHI
TEHOMHBIX JIaHHBIX C LEJbI0 HEAOMYILEHUS MOJTHON MPO3PavYHOCTH JINY-
HOCTH W CyIbOBbI, TUCKPHUMHHAIUM ¥ HETATHBHBIX BO3ACHCTBHUU Ha
TUaHOCTh. OmaceHus Mo TMOBOMY yTPaThl COOCTBEHHOCTH Ha JaHHEIC,
10 MOBOAY HECAHKIIMOHUPOBAHHOTO BIIAJICIBIIEM JOCTYIA K HUM, CBs-
3aHHOTO C HAapYyIICHHEM OJIarOmoay4us, CAMOOIICHKH, TIJIAHOB JIMYHOU
JKU3HU, COIMAIBHBIX OTHOIIEHHH, O0YCIIOBJICHBI CTPAXOM TOTEpU He-
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3aBUCUMOCTH [22]. DTO 0OBSICHSCT Pa3HUILY B OTHOILCHUHU TPEIOCTAB-
JICHUSI TEHOMHBIX JaHHBIX JUIS WCCIIEOBATEIbCKUX MPOEKTOB, pean-
3yeMbIX TOCYIapCTBOM WJIM KOMMepuYecKuMu ctpykrypamu [23]. [Tpu
MpU3HAHUM MIPaBa Ha BIaJeHNe F'eHOMHOM HH(popmanueil cCOOCTBEHHH-
KaMu — IOHOpaMu Onomarepuana — B KOHTEKCTE MCCIIEI0BATENbCKUX
MEPCIEKTUB T'€HOMHON MEIUIMHBI JUCKYCCHOHHBIM CTAHOBUTCSI BO-
npoc o ¢opMaTe BMEIIATENbCTBA COOCTBEHHNKA B HAKOIUIEHUE OO0Jb-
LIMX JTaHHBIX ¥ ONEPUPOBAHUE UMH. BO3MOXKHO JIM BMEILATENbCTBO 0€3
TOPMOXKEHHUS Pa3BUTHUS HAYKHM M MEAMLMHCKUX TexHojorui? Kak co-
OTHOCSITCSL JIMYHBIE TIPEACTAaBICHUS U 001ecTBeHHOE Onaro? Kpuruue-
CKasl MO3MLIKS, HCXO/IS U3 IICHHOCTEH CONMMAapHOCTH U CHPABEJINBOCTH,
CTaBUT aKUECHT Ha OOILIECTBEHHYIO 3HAYMMOCTh JaHHBIX [24], oqHako
TCHETHYECKUH JETEPMHUHU3M TPAKTyeT HHIUBHIYaJbHYIO HACIEACT-
BEHHOCTb KaK MEXaHH3M 3alporpaMMHPOBAaHHON IMepeayd U B coMa-
THYECKOM, B B 9K30COMAaTHIYECKOM acleKTax.

KiroueBoe Bo3paskeHHE MPOTHB T€HETHYECKOTO JETEPMHHU3MA H
¢daTaau3Ma COCTOUT B TOM, YTO CIIOKHOCTh, CO3/aBaeMasi ThICSYaMu
B3aMMOCBS3aHHBIX T€HOB M WX B3aMMOJACHCTBHEM CO CpeNoH, HE Mo-
3BOJISIET paccMaTpHBaTh NPUYMHHBIE (PAKTOPHI C PEOYKIHMOHUCTCKOM
TOYKH 3pPEHUs, UTHOPUPOBATH (HaKTOPHI OKPYKAIOIIEH CpEellbl U CPeao-
Bble (DaKTOPBI Pa3BHUTHS, a TAKKe JIUYHYIO aKTHBHOCTH YENOBEKa IpHU
ux omnpeaeneHuu. [lpu3HaHHe TeHETHUECKOH AETEPMHHHUPOBAHHOCTH
MY3BIKQIBHBIX CIIOCOOHOCTEH HE 00s13aTENbHO NPUBEAET K COOTBETCT-
BYIOILEH CyIp0€ My3bIKaHTa: YEIOBEK MOXKET IOTEPATH CIIyX B IETCTBE,
HE UMETh BO3MOXKHOCTH CIIyIIAaTh MY3bIKY HJIM YYUTHCS UTPATh HA MY-
3BIKAIBHBIX MHCTPYMEHTaxX. [ eHeTnyeckass IpUYUHHOCTH HE JETepPMU-
HUPOBaHA B CTPOTOM CMBICTIE CJIOBA: T€HBI YBEIHMYMBAIOT BEPOSTHOCTD
(ot cunpHOM — 95% 1o cnaboit — menee 50%) Toro, 4To y opraHuzMa
Pa3oBbETCS ONpEACICHHBI MPHU3HAK, a BBICOKAs JETCPMUHUPOBAH-
HOCTb BCTpEYAETCs] HEYacTo B CUIy psiAa MpU4MH. Bo-miepBBIX, cpena
UrpaerT HeMalyl0 poJib B dKCIpeccHy TeHoB. Hampumep, omeHka Ha-
CllelyeMOCTH OHUMOsIpHOro adPeKTUBHOTO PacCTpOHCTBA METOAAMH
OJM3HELOBBIX HCCIENOBAaHUN HaxoguTcs B auamaszone 60-85%, uro
CBHUJICTENBCTBYET KaK O FEHETHYECKOW MPUPOAE NAHHOW MAaTOJIOTHH,
TaK M 0 poiu olIei cemeitHoi cpebl [25]. Bo-BTOpPBIX, OOMBIIMHCTBO
CIIOXHBIX KOJIMYECTBEHHBIX MPU3HAKOB OMNPEACIAETCS HE OIHUM re-
HOM, a UX MHOXKECTBOM, MO3TOMY KaKOW-TO ONpEAETICHHBIA E€JUHCT-
BEHHBII T€H MOXXET WMETh HEe3HAUHMTENbHOE BIMSHUE Ha MPOSBICHUE
npusHaka [26]. B-Tperbux, Ha TO, Kak OpraHU3MBI IPE0OPa3yIOT reHe-
TUYECKYI0 MH(OpPMALHIO B MPU3HAKHU, BIUAIOT OCOOCHHOCTH WHIUBH-
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OyaJbHOTO Pa3BUTHSI. MOHO3MTOTHBIE ONM3HENB! MPH HACHTUYHOCTH
TCHOMOB M BBICOKOM CXOJICTBE OKpY’Karolieil cpesl MOTYT UMETh OT-
JUYUS B MUTMEHTALMM KOXH, OTIEYaTKax MajblleB WM OTTHCKAX
3y0oB [27].

Tot ¢axT, 4TO reHeTHYECKUi BKIAA B CIOKHBIE KOTUYECTBEHHBIC
MPU3HAKKA PACHpEACNAETCS M0 MHOTUM TeHaM, KaXIbli U3 KOTOPBIX
BHOCHUT JOJIIO B BapHaOeIbHOCTh MIPU3HAKA, MTO3BOJISIET OLIEHUBATH MO~
Ka3aTelly TOJUTeHHBIX PUCKOB U CO3AaBaTh KOI((GUIIMEHTH KOppens-
LUH, YTO CO3JaeT BO3MOXKHOCTh ISl TPAKTOBKH TOJIMTEHHBIX OLIEHOK
WMEHHO KaK T'€HETHYECKOH NPUYMHHOCTH. Tak, aHaIu3upys padoTy
n3BecTHOro ncuxoreHeruka P. [Tnomuna [28], H. Kom¢opt yka3biBaer
Ha TO, yTO [ITIOMUH TpakTyeT MOJUIeHHbIC OLEHKH MMEHHO KaK IpH-
YHHHBIC, KOTJa, HAIIPUMEp, IHIIET O TOM, YTO PA3JINYHbIE KOMIIOHEHTHI
BOCIIUTaHUS KUMEIOT 3HAYEHUE, HO HE UMEIOT 3HAUCHHS», MMOCKOJIBKY
3¢ eKTh OT HUX HEeCTaOWIIBHBI, a YCIIEXH M HeyJaud B 00pa3oBaHUU
WA TPYAOBOH JESTENbHOCTH CIEAYET «KaIHOpOBAaTh» OTHOCHTEIHHO
TEHETHYECKH CHIIBHBIX WU C1a0bIX cTOpoH [29].

I'eHernyeckue wHCClENOBaHHUS CYILIECTBEHHO YCIIOKHHIU Mpe-
CTaBJICHUSI O IPUYNHHO-CJICICTBEHHBIX CBA3SX, YTO MPOSBHIIOCH B «IIe-
pexoze OT TEHETHYECKOro ACTEPMHHU3MA K IMOHMMAHHUIO CIOKHOCTH»
[30, p. 194]. OgHako HEBO3MOXKHO YTBEPXKIATh, YTO MPUMEHEHHUE pe-
OYKIMOHUCTCKUX CTPAaTeruii BHYTPU CaMOM HayKH IPEKPaTUIIOCh MOJI-
HOCTBIO.

I'enervka AeMOHCTPHUPYET MPUHLUUIHAIBGHYIO HEONPEACIEHHOCTb,
yTBepKAas Uil Ka4eCTBEHHBIX NMPH3HAKOB T€HHO-CPEAOBYIO 00yCIOB-
JICHHOCTH, @ 3HAUUT, OTKPBIBas MyTh AJISl CBOOOABI BBIOOpa YEIOBEKOM
CpenoBBIX Bo3neiicTBuid. [. Anekcannep B cBoel paboTe yTBEpkKAaer,
YTO OTKPBITHA B 00JACTH T'CHETHKH HE MOATBEP)KAAIOT MPEUMYLIECT-
BEHHYIO T€HETHYECKYIO JCTEPMUHAIMIO U HE TIOAPBIBAIOT IpeACTaBIIe-
HUsE 0 cBoOozie Bou [31]. Tlo ero MHeHHMIO, IO HE SBIAIOTCS pabaMu
CBOMX T'€HOB, T€HBI BIMSIOT Ha MPEAPAcIOIOKEHHOCTh K ONpenenéH-
HOMY TOBEICHHUIO Ha MOJIEKYJISIPHOM YpOBHE. | 'eHeTnueckas geTepMu-
HaIMs TPOSIBIISIETCS] TONBKO MPU OIMpPEAETIeHHBIX 3a001eBaHUsIX, OCO-
OEHHO MPHU HEKOTOPBIX MCHXMYECKHX paccTpoicTBax. OH yKasbIBaer,
YTO Ha MOBEACHUE CHIBHO BIMSET MHPOBO33PEHHE, B TOM YHUCIE TO,
KOTOpO€ HAaXOIUTCS 3a MpeneiaMi HayK! U BIIUSET Ha TO3UIUIO OTHO-
CHUTEIIFHO PUMEHEHHSI TEHETUYECKUX OTKpBITHH. Ha mpumepe criopTa
OH TIOKAa3bIBAET STHUKO-TPABOBbIC MOCIEICTBHS IPUMEHEHNS TeHEeTHY -
CKOT'O TECTUPOBAHHS B HEMEIUIIMHCKUX 1IEJISIX, B YaCTHOCTHU JJIsl TeHe-
TUYECKON UAEHTHU()HUKALINY TAIAHTOB.
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MOXHO KOHCTATHPOBATh, YTO YCIOKHEHUE HAYYHBIX MPEACTaBIIC-
HUI O PONU TeHETHYeCKOW MH(OPMALUU B TOBEACHUH YEIIOBEKA, €ro
3I0POBBE M CTapE€HHH HMEET NPUHIHUNUANBHYIO OrpaHHYEHHOCTh, a
YPOBEHb 3HAaHUM W TOHMUMAHHS 3aKOHOMEPHOCTEH HacieqoBaHUS B
HayKe HE HaXOAUT CBOCBPEMEHHOTO U a/IeKBATHOI'O OTPaXKEHUS B MPE-
CTABJICHUSIX HacelIeHHs O TeHeTuke. MexIyHaponHOE HCCIIeOBaHUE,
MOCBAIIEHHOE N3YYEHHIO TeHETHYECKON IPaMOTHOCTH M OTHOLIEHUS K
reneruke (IGLAS Law and Ethics), B koropom npuHsuin y4actue 60-
nee 5400 venoBek u3 78 cTpaH, MO3BOIMIIO CAETATh BBIBOJ O TUIOXOM
YPOBHE 3HAHUI B 00J1aCTH T€HETUKU U 3HAYUTEIbHBIX TPYIIIOBBIX Pa3-
JUYUSX B HUX MEKIY MPEICTaBUTEISIMH Pa3HBIX CTpaH, mpodeccuit, a
TaKXe B 3aBHCUMOCTH OT YpPOBHSI 00pa3oBaHHS M PEIUTHO3HOU MPH-
HagnexHocTd. Tonbko 1,2% y4acTHHKOB OTBETHJIM MpaBHILHO Ha 18
TECTOBBIX BOIMPOCOB, OTPAXKAIOIINX COBPEMEHHBIC MPEICTABICHUS O
reHeruke [32]. DTo mpenenbHO Majlo, YUUTHIBAas TECTOBBIN (Gopmar U
0a30BBIN XapakTep MpoBepsBIINXCs 3HaHUM. VccnenoBarenu ormeua-
10T, YTO WHTEPIPETUPOBATH MOJNyYCHHBbIE AAaHHBIE KaK (PHUKCALUIO
CpeIHEro YpOBHSI 3HAaHUH HaceleHHs HEKOPPEKTHO, IOCKOIBKY Y
87,6% ompomeHHbIX OBUIO BBICIIEE O0pa30BaHUE, K TOMY K€ Ha BbI-
OOpKy OKa3bIBaJl BIMSHUE HHTEPHET-(OPMAT OIpOca, a 3HAYUT, MOXKHO
MPEATONIOKHUTh, YTO CPEAHUI ypOBEHb 3HAHWW HaceJeHUs B 00JacTu
TCHETHKH elle HIbKe. B 1aHHOM HccienoBaHNM U3y4anoch TaKke Co-
OTBETCTBUE TPEACTABICHUH JIIOJEH O HACIeIyEeMOCTH KOJIMYECTBEH-
HBIX M Ka4yeCTBEHHBIX INMPU3HAKOB (MHTEIICKTa, Beca, MOTHUBALUU U
aKaJIeMUYECKOro ycriexa) Hay4yHbIM JaHHBIM. [1onpoOHbIe pe3ynbTaThl
UCCJICIOBAaHUSl B JaHHOM acleKkTe B HacTosiee Bpems (CeHTAOpb
2021 r.) He omyOnmKkoBaHbl. OTMETUM, YTO HU3KUIl yPOBEHb I'CHETHYE-
CKMX 3HaHW{ — O/IHA M3 MPUYHUH TOTO, YTO HEMpodhecCHOHaIbHBII 00-
LIECTBEHHBIH AUCKYPC OTHOCUTENBHO MeHETHUECKOW MH(OpMauu Ha-
XOIUTCS MOJ] CUIIBHBIM BIMSTHHEM JIETePMUHHCTCKHUX B3rusiioB [30].

Henonnmanue ClI0KHOCTH OTHOIIEHWH MEKIY T€HOTHUIIOM H cpe-
JI0H, cTpeMJIeHHE K OAHO3HAYHBIM MPEACTAaBICHUSIM B PaMKax T'€HETH-
3alUi OOIIeCTBa CIOCOOCTBYIOT BOCHPOM3BOACTBY B OOLICCTBEHHOM
CO3HAHHM JIETEPMUHHUCTCKUX YCTaHOBOK. MccriemoBaHus reHoMa Kak
UCTOYHUKA HH(pOpMaUUU 00 HMHIMBHAYAIBHBIX ACHEKTaX 3J0POBBS
npuOIKaeT HayYyHbIE MCCIEAOBAaHMS K KIMHUYECKOMY W TEXHOJIOTHU-
YEeCKOMY MX HCIOJIb30BAaHUIO B TeHOMHOW Menuiuue. KnumHndeckue
MPUMEHEHHUS] TeHOMHOM MEAWIUHBI UMEIOT IIMPOKHKA CIEKTpP, BKIIIO-
YAl OHKOJIOTHIO, IICUXUATPHUIO, AIHIEMHUOIOTHUI0, HEOHATOIOTHIO,
U TOpUOIMKAIOTCS K MOAXOAaM TEPCOHATM3UPOBAHHON MEAUIMHEI.

31



I'eHoMHass MeauWIMHA KaKk MpakTHKa MOCTAHOBKH W PEIICHUS 3aaady
NpOoUIAKTHKY, TUATHOCTUKY U JICUCHUS Ha OCHOBAaHHH FC€HETHYECKHX
JaHHBIX OTKPBIBAET BO3MOXKHOCTH ISl pacCMOTPEHHs OOJIE3HN HE Kak
TOT0, YTO «CIy4aeTcs», a KaK TOro, YTO MOXKHO MpecKa3aTh, IpenoT-
Bpatuth (WM 3aUKCHPOBATh KaK HEMPEIOTBPATHMOE) C ITOMOIIBIO
CPEIICTB COBPEMEHHOM HaYKH U TEXHOJIOTHH.

Tounas undopmarysi, KOTopasi MOKET OBITh MOJy4eHa B TEHOMHOM
MeIUIMHE OTHOCHTEIHHO MOHOTEHETHUYECKHX 3aboieBaHHi, MaHH]e-
CTUPYIOLIMXCS B TIO37HEM Bo3pacte (Hanpumep, xopes ['eHTHHTTOHA),
MapKHpyeT 4YelioBeKa MAalEeHTOM A0 MOsIBIICHUS OOJe3HHU, CTaHOBSCH
TEM CaMBIM CTPECCOTEHHBIM ()aKTOPOM CyIbOBI B CHIIy IMpenomnpese-
JICHHOCTH, W 3TO HE MOXET HE BIIMATH Ha KMU3HEHHBIH BHIOOp Leel U
CPEACTB MX NOCTHXKEHHA. B OONBIIMHCTBE XK€ CIIydacB MONTy4eHHAS
reHerndyeckas uHQpopmanusa He QUKCUpPYET Cyab0y, OHA HMEeT Bepo-
ATHOCTHBIM XapakTep, KOTOPBIA CTAHOBUTCS OCHOBAaHWEM JUISl pa3HOU
HaNpaBICHHOCTH MHTEpHpeTaunid. 3HAYUTEIbHBIA 00BEM BEPOSTHOCT-
HOW MH(OpMaMK 0 pUcKax 3a0ojeBaHU pa3MbIBaeT paHee copmu-
pPOBaHHBIC Y 4YEIOBEKa MPEICTABICHHUS O 3/10pOBbe M OonesHu [33].
BpeMennble mapamMeTpbl T€HETUYECKUX PUCKOB BIHUSIOT Ha JKU3HB HE
TOJILKO HOCHTENEH, HO U UX CEMbH, OTHOIICHHUS MEXKIY POACTBECHHH-
KaMH M CaMOOIICHKY 4WieHOB ceMbH [34]. [TanueHThl U 4ieHBl CeMbU
OKa3bIBAIOTCA B MapaJOKCaJbHON CUTyalllH, KOr/a, C OJHON CTOPOHBI,
YBEITUUMBACTCS ONPEAETICHHOCTh JKU3HEHHOTO IMYTH U CTaHOBSTCS 00-
Jiee KeCTKUMHU TIpelleNibl U KaHalbl U3MEHEHHH, a C IPYTOl — YBEIUYH-
BACTCSl HEONPENSNCHHOCTh (CIIOXKHAs HMHTEPIPETalusl Pe3yJbTaToB,
HEYeTKHE JUHAMUYECKHE B3aWMOCBS3H AaHHBIX, OLIEHKA BEPOSITHOCTH
Pa3BUTHA NATOJIOTHH, BpeMsi MaHU(DECTUPOBAHM S, SKCIIEPTHBIEC OLICHKH
BO3MOXHOCTH KOPPEKLHH, pa3HOe KaueCTBO IKCIIEPTHBIX M MpOQaH-
HBIX BBIBOJIOB U T.1.). B yCIOBHSX BBICOKON HEONPEACICHHOCTH U IIIH-
POTBI HHTEPHPETALUA IO OTHOLICHUIO K TEHETHYECKUM HCCIICTIOBAHH-
M M TMPaKTHKaM, Hapsay ¢ MPU3bIBAMH OTPaHUYMBATH UX CPENCTBAMU
mpaBa M STHKH, Pa3BUBaTh COLMAIBHO-TYMaHUTAPHYIO JKCIIEPTH3Y U
KOHTPOJb 38 HUMH, BBICKA3bIBAIOTCSI MPEUIOKEHHSI O TIEPEHOCE aKIICH-
Ta Ha BHYTPUHAYYHBIC MEXaHU3MBI peryisiuu aeicTeui [35].

CHOXHBIE TUYECKHE, COLMATBHBIC M DK3UCTEHIMATIBHBIE TPOOIEMBbI
BO3HHKAIOT y BCEX BOBJICUCHHBIX CYOBEKTOB. Tak, reHOMHas MEAMIMHA
MOTEHUNAIBHO MOXKET MOBJHMATH Ha OTHOIICHUS MEXKIY POAUTENSIMH U
netbMH. Beibop mpoTuB Oone3Hell nnn Haaexaa Ha BBIOOD JKeTaeMbIX
4epT u30aBIAIOT POAMUTEINEH OT ONpeNeeHHBIX CTPaXxOB U MOPOXKIAIOT
paccMoTpeHne pedeHKa KaK IPOAYKTa, KOTOPBIH HYy>KHO U MOKHO TIPO-
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EKTHUPOBAaTh U KOHTPOJIMPOBATh, MPUYEM I'€HETHKA BBICTYNAET OCHOBA-
HUEM JUIs MaHMITyJTUPOBAHUS M Y3ypIHPOBAaHUS aBTOHOMUHU peOEHKA.
Henp3s He 3aMeTHTh OJIM30CTH TPAKTOBOK TEXHOJIOTMH T€HOMHOU Me-
JTUIMHBI KaK CPEACTBA pealu3alui pOIUTENbCKUX YCTAHOBOK B OTHO-
LIEHUH CyAbOBI peOeHKa, ¢ OMHON CTOPOHBI, HHTEPIPETAUSIM BCIIOMO-
raTebHBIX PENPOAYKTHBHBIX TEXHOJIOTHI (HarmpuMmep, oadopa ToHOpa
C ONpPEICICHHBIMUA TPH3HAKAMH) KaK CpPEICTBAM BOIUIOIICHUS POJIH-
TENbCKUX OKMJAHUN — ¢ apyroil. OCHOBaHHAasd Ha TEHETHYECKOM Jie-
TEPMUHU3ME POIUTENBCKAS MO3UIMS MOXET MPHUBECTH, CO3HATEIBHO
WX HEBOJIGHO, K KOHTPOJIIO CPeAbl pa3BUTHs peOeHKa it GOpMHUpPO-
BaHUS ONpEACICHHBIX (eHOTUITNYECKUX NposiBNieHnid. CoueTaHue IpH-
3HaHUS TEHETHYECKON JETEPMHUHALIMN MY3BIKATbHOCTH U TO)KU3HEHHOE
MOJUYMHEHHE 3TOH HJee CPENOBBIX BO3ACHCTBHI MOXET MPUBECTH K 3(-
(eKkTaM, KOTOpbIE MOJIEPKAT HICI0 TEHETUUECKOW JIeTepMHUHALIHH.
[Toxn3HeHHas TPUBEPKEHHOCTh UAEIM I'eHETHYECKOr0 IeTepMUHI3MA
MOKET UMETh MECTO KaK CO CTOPOHBI POAUTENEH, NEUCTBYIOIIMX B CO-
OTBETCTBUHU C POAUTEIBCKHUMHU OXHAAHUSAMH M HapyIHIAIOUIMX TpaBa
pebeHka Ha OTKphITOE Oynyliee, TaK U CO CTOPOHBI CaMOro 4eJIOBEKa,
OTKA3bIBAIOILETOCS OT CBOOOIHOTO CaMOOIPEAEICHUSI.

BrionHe odeBMAHO, YTO HM3HAYAIBHO OTPaHWYEHHAS NPHUYUHHO-
CIICICTBEHHAsI CBSA3b MEXKIY I'€HaMH U XapakTepoM HEU30EKHO OTIe-
JIeT pe3ynbTaThl POIUTENBCKOT0 KOHTPOJS OT CPEAbI, IPUYEM H B TEX
ClIydasix, KOr/la TeHETUYECKUH NETEpMUHHU3M IOOMIPSET CTPEMIIEHUE
ponuTeneil K KOHTPOJIO, U TOTAQ, KOrZa POAUTENH, HE IPUHUMAs Te-
HETUUYECKUH JETEPMUHU3M, CTPEMATCA NepeAenaTh Wi He IPUHUMATh
BO BHMMaHHe Mpupoay pedenka. Hamnexamiee oOpa3oBaHue U Menu-
LIMHCKOE KOHCYJIBTHPOBAHME, KOTOPHIE TOKHBI JIGKATh B OCHOBE MH-
(OpMHUPOBAHHOTO JOOPOBOIBHOTO COTJIACHS, MOTYT CHH3UTh YPOBEHb
POOUTENBCKUX OKHUIAHUM, BBI3BAHHBIX HEAJEKBATHOW OLIEHKOM TI'eHe-
TUYECKUX JAHHBIX. HampuMep, MHPOpMAaIHs O XapaKTepe reHeThde-
CKHX JaHHBIX C aKLEHTOM Ha TO, YTO 3TO 00JaCTb MOBBIIICHHON HIIH
MOHMWKEHHON BEPOATHOCTH, a HE NPUYMHHOCTH; MH(OpPMALUS O TO0-
TEHIMAJIBHBIX BO3MO)KHOCTSIX TEHOMHOM MEIUIIMHBI, pUCKaxX M MOCeN-
CTBUSIX TE€X M MHBIX MAaHHITYJISALIUH.

C pa3BuTHEM I'€HOMHOW MEIULHMHBI TPaKTOBKA CyabObI oOpeTaeT
peanpHyI0 MPAKTUYECKH NEATENBHOCTHYIO pa3MepHOCTb. BosHukaer
HEKUH mapajiokc. ¢ OJHON CTOPOHBI, TEHOMHAsI MEAULIMHA C €€ MPOEK-
TaMH MPEIUKLIUU U MPEBEHLUN CIIOCOOCTBYET 3aKPEIJICHUIO TeHETH-
YecKOro ACTePMHUHU3MA, C JAPYrod — oHa (DyHIUPYET MOTHBALMIO
NESITEIbHOCTH, MOJAPa3yMEBAIOIIYI0 JOMYCTUMOCTh M3MEHEHHS COOT-
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HOIIEHUS KOJJIEKTUBHOTO M MHIUBHIYAIbHOTO, BHYTPEHHEr0 M BHEII-
HETo, IEeTEPMHUHUPOBAHHOTO M CTOXACTHYEeCKOro. B cBere pa3BuTus
TCHETHYECKOM Tepalnuy KakK HampaBlIeHHs TCHOMHOW MEIWLHHEI, Je-
MOHCTPHUPYIOLIET0 BBICOKUH TOTEHIHMAN Uil OTPaHUYEHUS Ppaclpo-
CTpaHeHHs 3a00IeBaHuil Yepe3 ynpaBlieHHe TeHETUKOW BO30ymuTenen
W CaMoro malMeHTa, cBo0OAa BHIOOpa MOJyYaeT paciiupEeHHYIO Tpak-
TOBKY, BIUIOTH /10 BBIOOpa reHETHUECKHX (PaKTOPOB MOCPENCTBOM T'€H-
HOM Tepamnuu.

C pacmpeHHeM 5KCIIAHCHM TEXHOHAYKH B TIPHPOIY YeEIOBEKa
uzesl MOCTpoeHHs OYAYIIEro cCaMUM UYEJIOBEKOM II0 CBOEH BoJjIe MOJY-
YaeT JOMOJHUTENBHYIO apryMeHTaluIo, MOPOXKIasl Cephe3HbIE CIIOPHI
OTHOCHUTEIBHO ONPABJAHHOCTH BMEIIATENbCTBA B MPUPOLY UEIOBEKa.
[IpoBosrnamienue cBOOOABI BMEIIATENBCTB B NPHUPOJY 4EIOBEKa, Ha-
MPaBJICHHBIX HA UCKIFOUEHUE MTPUIMH OOe3HeH U CTapeHus], U TPaKTOB-
Ka cyap0Bl KaK MPenonpeaeIeHHOCTH UCKIIIUaloT apyr apyra. PokoBoe
npeponpenencHie 00eCleHUBAET 3HAUEHHE YCHIMH CaMOro YelOBeKa,
CHHMMAET C HEro OTBETCTBEHHOCTH 3a coBeplieHHoe. Cyapba B TeHOM-
HYIO 3II0Xy CTaHOBHTCS OOBEKTOM TEXHOIOTHYECKH OOECIEUEHHOTO
LEHHOCTHOT'O BBIOOPA, IEPEBOAALIETO OTBETCTBEHHOCTD 38 PE3YJIbTAThI
Kak JeHCTBHS, TaK M Oe3eCTBHSI Ha CAMOTO YEI0BEKa.

ManumynupoBaHue IPUPOIOH B LEISIX 310POBbS U 01aromnoaydus
paccMaTpuBaeTcsi Kak TO, YTO HE MOXKET IMOBPEAUTH YEIOBEYECTBY.
[IpenmyiiecTBa TeHOMHOW MEOUIMHBI BUAATCS B OOJIETYCHUH CTpaja-
HUH, U Ha 3TOM OCHOBAHHMH ATOM MPAKTHKE AACTCA dTHYECKOE ONpaB-
nanne. OOcyKaeHNe STHYHOCTH MPOLEAYP TeHOMHOW MEIUIMHBI YKe
BBI3BAIO HOBYIO BOJIHY OMOITHYECKHUX IOUCKYCCHH BOKDYT TOHSTHUH
«aBTOHOMHUSI», «OJIaro», «ecTeCTBEHHOCTb». Bce rpoMue 3BydaT rono-
ca 0 TOM, YTO BO3MOXKHOCTb YIPAaBJICHUS TEM, YTO MPEANUCHIBAIOT Te-
HBI, JUIS YEIOBEYECTBA OTKPBIBACT MyTh «K AHTUYTONMUYECKOMY AHY
BCEIPOHUKAIOIIET0 eBreHUYECKOTr0 COBEpIICHCTBOBAaHMS» [36].

OTMernM, 9TO yTBEp>KACHUE WICH O BO3MOXKHOCTH U JlaXke HeoO-
XOMMOCTH HalpaBJIEHHOTO yIpaBlIeHHUs CyAbOOH YeloBeKa MPOHUCXO-
IuT Ha ¢oHe TpaHchHOpMalMU MO3UIUHM PETUTHO3HOTO COOOIIECTBA,
WCTIOJIb30BaHNE HAYKU AJISl pa3BUTHA MEAWLMHBI BHIUTCS KaK «I10Ja-
pok ot bora», a He 310ynoTpebieHne u He HapyLIeHHe O0KECTBEHHOTO
3amMpIcyia. Ecim denoBedecTBo 00namaer cBOOOJOM BONIH, TO €€ UCTOY-
HuK — Co3aTtens, U CIeAOBaTEIbHO, YEIOBEUECTBY CYKAEHO CO3/1aTh
TaKylo (popMy MEIUIMHBI, Kak TeHHas Tepanus [37; 38]. B mudonoru-
YECKOM CO3HAHHMH M PEIMIHO3HOM TPagWLM BOCIPUSATHE XU3HU MPO-
HCXOIUT Yepe3 MPUHSITHE TOTO, YTO B PACTIOPSDKEHUH Y YeTIOBeKa JIHIIb
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OTBEIICHHOE Ka)XIOMYy BpeMs B MecTo. «Bpemsi HeceT HEeMHUHYyeMOe HUc-
Ye3HOBEHHUE, HO, B OTJINYME OT MU(a, pENUTHUsl JaeT HalSKAy Ha JHY-
HOE cIlaceHHe T0 Ty CTOPOHY BpeMeHH. BepTukains, Benymias Ha HEOO, —
€IMHCTBEHHAss BO3MOXKHOCTh ISl YeNlOBEKa MPOPBATHCS B BEUHOCTHY
[39, c. 38]. TexHoHayka akTyaJlM3UpyeT BOIPOC O CIIOCOOE MPOpPHIBA B
BEYHOCTB, KOTOPBIH MMeEETCs y YellioBeKa. BapuaHT TeXHOJIOrH4ecKoro
YCOBEpIICHCTBOBaHMSI, BILUIOTh A0 OTKa3a OT CMEpPTH Kak Omoiormue-
CKOT'O COOBITHS 33 CUET M3MCHEHHS MM HUBETUPOBAHUS TEIECHOCTH,
3aJaeT crnocod MpopbIBa B BEYHOCTh, KAPAWHAIBHO OTIMYAIOMIUHCS OT
MYTH NPUHATHSA CYIBOBI TePOSMH MH(OIOTHYECKOTO U PHI0co(HCKOro
JHCKypca o cyabde Kak mpegonpenencHHocty. [pencrasienne o Tom,
YTO YEIOBEK CaMOONpeAessieTcsl yepe3 CBOOOY, CHUMAET MPOBUICH-
UATMCTCKUAHN B3I Ha HETO KaK Ha mpeamer cyasosr [40].

Ve B Hauane XXI| B. uccienoBateny NpeArnonoXiIN, YTO TeHOM-
Hasi uH(opMauus OyaeT MCIOJIb30BaThbCd B KAaueCTBE MCTOYHHKA ca-
mono3Hanus [30]. Ilo mepe pacmmpeHHss UCCICIOBAHUN M TPAKTUK
TCHOMHOW MEIWIIMHBI HapacTaeT 3HAYUMOCTh CyOBEKTHBHBIX Npe.-
CTaBJICHHH O reHoMHO# mH(popmaimu [41]. Ha manHOM sTame pasBu-
THSI HAYKW UMEETCSl HEIOCTaTOYHO SMITUPUIECKUX JAaHHBIX O BIHSIHUU
nHPOPMaLUK 0 COOCTBEHHOM T'€HETHYEeCKOM Mpoduie M O ceMei-
HBIX TPEAPACIIONOKEHHOCTAX Ha KOHCTPYHPOBAaHUE CaMOWACHTHYHO-
ctu. IlpencraBnser OTAEIBHBIA HCCIENOBATEILCKUN MHTEPEC BBISBIIC-
HUE BIMSIHMS TEHOMHON MH(opManmuy Ha W3MEHEHHe PeCTaBICHUI O
CBSI3U MEXKAY I'eHaMH U Cyap001 B 3aBUCMMOCTH OT (popMaTa JOCTyIa
K TEHOMHOW MH(pOpPMalUH: B paMKax MOTPEOMTEIHCKOW T'€HOMHKH C
LENbI0 CAMOMO3HAHMS MM B paMKax MEIUIHMHCKOIO T'€HETHYEeCKOro
KOHCYJIBTHPOBAHUSI C KIMHUYECKMMH LeniMu. HeoOxomanmbl KOM-
TUIEKCHBIE MEXAUCLIUILTUHAPHBIE NCCIEAOBAHUS U TOTO, YTOOBI «BBI-
SIBUTH CJIO’KHBIE B3aMMOCBSI3H MEXKIY HICHTUYHOCTSAMH, TEXHOJIOTHAMH,
caMoro3HaHueM u Oymaynmwm» [42, p.38], ¢ KaxabIM Hay4HO-
TEXHOJIOTUYECKUM TPOPHIBOM B TEXHOJOTHSX TCHETHUECKON THAarHOCTH-
KU ¥ TEPAITH TaKUe UCCIICIOBAHNUS CTAHOBSITCS Bee Ooiee aKTyabHBIMU.
UccnenoBanve BIUAHUS TEHOMHOM HHpOpMALIMK HA CAMOUJCHTHYHOCTh
JOJDKHO YYUTHIBATh KakK pedIieKCHBHBIE MPOLECCH CaMOMACHTU(HKA-
UM Ha OCHOBE WH(OpMaLMK, KOHKPETHBIX HAPPAaTHUBOB U OIBITA, TaK U
BIIMSIHUE SMOLMOHATBHBIX U HEOCO3HABAEMBIX YCTaHOBOK.

B cTpykType caMOMIEeHTUYHOCTH MPEACTABICHUS O COOTHOLICHUN
JeTepMUHUPOBAHHBIX MPOLECCOB U (PEHOMEHOB, 3aBHUCSIIHUX OT CBO-
OomHOW BONM, BapbUpYIOTCS B IIUpOKMXx mnpenenax. B 2007 .
JI. 3efinep mpennpuHSUT MOMBITKY THIIOJOTM3UPOBATH HICHTUYHOCTH

35



B 3aBHCHUMOCTHU OT OTHOILIECHUS TUYHOCTH K T€HETUYECKOM M TeHOMHOM
uHpopmanun [43]. bBe3 comMHEHHs, ITO SBIAETCS YHNPOLICHHEM, MO-
CKOJIbKY TIpE/CTaBIeHHE O ce0e KaK 0 CyObEKTe U COLUAILHOM aKTope,
BOCIIPHATHE COOCTBEHHOTO J>KM3HEHHOTO IIYTH HE OCHOBBIBAIOTCS
TOJBKO Ha MH(POPMAIIMOHHOM coepkaHUM reHoMa. CamouaeHTH(H-
Kalusl JITYHOCTH 10 OTHOLICHUIO K TeHOMHOW WH(pOpPMaLul Kak 00b-
eKTY CBsI3aHA C YCTAHOBJICHUEM COOTBETCTBHSI / HECOOTBETCTBUS MEXKIY
CyOBEKTUBHBIMH CaMOONHCAHUSIMU, COLHMAIbHBIMH BHEIIHUMH CTOPO-
HaMH ¥ TeHOMHOH mH(popManuei. [loxg BriusHIEM reHOMHOW HH)Op-
Malii MEIULMHCKOTO XapaKTepa, TPaBMUPYIOIEH B CHIy HEU30ex-
HBIX OTPaHWYEHHH, JIOIN BCTYNAIOT B aKTHBHBIC OTHOLICHUSI C COOOH
U CBOMM OyAyIIMM, KaK MUHUMYM B TOM, YTO KacaeTcsl 3J0pOBbsI U
Ka4yecTBa >KU3HHU.

st OONBIIMHCTBA JIIOJEH TEHETHYecKash OCHOBA JIMYHOCTU HE
UMEET TPSMOr0 OTHOLICHHS K CaMOWICHTHU(HKAIMHA YeOBEeKa, XOTS
pacmpocTpaHeHHe TEHETHUYEeCKOT0 TECTHPOBAHUS NpeBpaliaer ajs
cyObekTa cOOCTBEHHOE TEIO B HOCUTENb I'eHOoB. OTHOIIEHHE K cOOCT-
BEHHOH MJEHTUYHOCTH U (POPMHUpYETCS HE TOJIBKO Ha OCHOBE HAYYHBIX
(akTOB, OHO LIEHHOCTHO OOYCIOBJICHO, Ha HEro B OOJBLION CTENEHU
BO3/CHCTBYIOT colMalbHBIE MpeAcTaBieHus. VHTepnpeTanun 4yBCT-
BUTEJNIbHBIX T€HETUYECKUX JaHHBIX Ha OCHOBAHUH JIMUHBIX U OOIIECT-
BEHHO pa3/ielsieMbIX IEHHOCTEH MOTYT UMETh 3HAUYUTENbHOE BIUSIHUE
Ha CaMOHMJCHTHYHOCTH [44]. Henmb3st oTpHLaTh BaXKHOCTh 3HAYMMOW B
KOHTEKCTE MEIUIMHBI TeHETHIeCKON MH(OPMALUU U ISl HACHTUYHO-
cTi. B ciyuae BbIsIBIEHHS] PUCKOB Pa3BUTHS 3a00JIEBaHUN LENOCTHAS
WACHTUYHOCTH Pa3pyllaeTcs, TOCKOJIbKY TEJIO CTAHOBUTCS OOBEKTOM,
SIBJISTFOLIIMMCSI ICTOYHUKOM OIACHOCTH JUISI IIEIIOCTHOTO cyObekTa [45].
[Ipu3Hanue reHoMHONW WH(OPMALUU JTMYHOW COOCTBEHHOCTHIO, MOJ-
Jexale oxpaHe M 3alluTe, AN WHAMBUIA MOXET OBITh CBA3aHO C
YCTaHOBJICHHEM MPUOPUTETHOCTH COXPaHEHHUS! KOH(HUAECHIHATbHOCTH
B CPaBHEHHH C MOTEHLHAJIBHBIMU MPEHUMYILECTBAMH, MpEroCTaBIIse-
MBIMH TEpPCIIEKTUBAMH BMEIIATEILCTBA TEHOMHOW MeAuUuHBL Mim
n3beranre HHPOPMAITUK MOXKET CTAaTh CTPATETHEeH 3alIUThl CEMEHHOr0
MpEACTaBIECHHS O Oare, eciy pe3ylbTaThl MPEACTaBISIOT YIpo3y AT
CaMOOLICHKH CEMBH WM €€ OTIEeNbHBIX NpeacTaBurencii. ['eHomHas
nHpOpMaLUs UMeeT HACHTUPUIUPYIOUINHA XapaKTep, HO HaIpaBieH-
HOCTb BIUSIHHUA 3TOH MH(OpPMALMK HA CaMOATPUOYLIHIO YeJIOBEKa MO-
XKeT OBITh Pa3HOH — OT (PUKCALlMM BHUMAHUSI Ha BBISBICHHBIX Mpe.-
PAcTONIOKEHHOCTSX KaK OCHOBAHMAX MICHTUYHOCTH O CKJIaIbIBaHUS
HOBBIX (OPM HAEHTUYHOCTH TOJ BIIMSHHEM TEHETHYECKUX 3HAHHH,
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HarpuMep, B CBSI3M C TeMOW OTBeTCTBeHHOCTH [46]. 'eHoMHas WH-
¢dopmauss MOXET JETHTUMHU3UPOBATh U aTpUOYTHPOBATH TPAKTOBKY
KOHKPETHBIM YEJIOBEKOM CyABOBI KaK MPeAoNnpeneIeHHOCTH COOBITHI-
HOTO psiia, HATIOJHSIOMIET O KU3Hb, B OTHOIIEHHH CaMOro ce0s1, WIEHOB
CeMbH, a TaKKe B 00OOLICHHOM MOHUMaHHUM MPeAHAYepTaHHOCTH HUC-
TOpPUH YEITOBEYECTBA.

AKIEHT Ha eTePMUHHPOBAHHOCTh B COYETAHUHM C HU3KHUM YpPOB-
HEM 3HaHUU U HEMPaBUIBHOW MHTEPIpETALIMEeN IeHETHUECKIX JaHHBIX
MOT'YT PUBECTH K HEBBITOIHBIM PEIICHUSAM IMalMeHTa (CeMbH), 4TO HE
MOXET He oTpa3uTbesi Ha mponeaype nonyueHuss UJAC u Guostuue-
CKOH OIleHKEe aBTOHOMHOCTH petueHus. [Ipobiema pa3nuurs B KIMHU-
YECKOM IMOJIC3HOCTH TEHOMHBIX JaHHBIX (3HAYMMOCTB JUISl YITyYIICHUS
pE3yIbTAaTOB JICUCHHS) U «ITMYHOM TOJIE3HOCTU» (MCIIONB30BAHHUE Te-
HETHYEeCKOH MH(OpPMAIMK 32 paMKaMH 37paBOOXPAaHCHUS) yKe ObLia
3a)uKCHpOBaHa B OTHOLICHUH JIIOACH, KOTOPBIX JIMYHO 3aTPOHYIH Te-
HeTuueckue 3a0oneBanus. s Takux Jroel TUYHas MOJIE3HOCTD TeC-
TOB WTpajia 3HAYNTEIbHYIO POJIb B TAKUX aCHEKTaX, KaK IJIaHUPOBaHHE
CEMbH, OMNpaBJaHUE CIOKUBLIEHCSA KU3HEHHON CUTYallUH, CaMOOIpe-
JIeTICHHE M CaMOIIO3HAHKE, a TakXkKe pa3BiedeHue [47].

Craenaem HekoTopble BhIBOABI. KoHIenTyanbHbIE KOHTYPHI (HIIO-
codckoro obpamieHusi K cyasbe He chOpMHPOBAaHBI OKOHYATEIBHO.
KiroueBas upest ¢unocodekoro auckypca o cynsbe — mpemonpese-
JICHHOCTh JKU3HEHHOI'0 IyTH YENOBEKa, KOTOPBIN pa3BOpauyMBaETCs BO
BPEMEHU MOCPEACTBOM MOCIEAOBATENBHON pealn3alMi COCTABIISIO-
MIUX )KU3HB COOBITUI. Ane/ursius K cyap0e (POKy, 3aKOHY IIEITOCTHOTO
MUpa WK Bosie BeeBblHEero) kKak BCEOXBATHOW ACTEPMUHALINY KH3HU
YernoBeka B MCTOPUHU KYJIBTYphI CAEPKMBaJa NEPCOHATBHOE BOJIEU3b-
SIBJICHUE ¥ TIPOU3BOJI, OTPAaHUYMBAJIa aBTOHOMHIO YEJIOBEKA U MPEAEIbI
€ro OTBETCTBEHHOCTH. BONpockl, Ha KOTOpPBIE BEIBOJUT COBPEMEHHYIO
KyJIbTYpPY CTaHOBIICHHE T'CHETHKH, OJNM3KM K YKa3aHHOMY 3HAYECHHIO
Mudosorems! cyap0pl. OHAKO B CBETE pPa3BUTHS TEHOMHON MeIHIIU-
HBI PACCMOTPEHHUE I'CHOB KaK «BHEIHEH» NeTepMUHAHTHI AJIS LENOCT-
HOCTH YEIOBEKa MOXKET CTaTh ONpaBJaHUEM aKTHBHBIX ICHCTBHU IO
MPEOJOJICHUIO TEHETHUECKOW 3aJaHHOCTH 3a00JIeBaHUH M MO CHUXKeE-
HUIO PUCKOB. Pa3BUTHE NeHOMHOM MEIWIMHBI TOKa3bIBAaET, YTO BO3-
pacTtaHue ponyd aBTOHOMHUM MALMEHTa, BHUMAHUS K €ro IEHHOCTHBIM
MIPEACTABIICHUAM NPUHIUINAIBLHO HE MO3BOJSAET JOCTHYB ONpEIeIIeH-
HOCTH B IIOHHMaHWUW COOTHOLICHUS! OMOMOTHYECKON 00yCIOBIEHHOCTH
W JUYHOTO BBIOOpa. BXOoKIeHHE TeHeTHUECKHX 3HAHUHM B KYJIbTYPY
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o0ImecTBa 1 MHIMBHAA MPOUCXOAUT HA OCHOBE IIEHHOCTHOTO NPHUHS-
THS MX CYIIHOCTH U COLMAIBHBIX TOCIIEICTBHHA.

OtHomenue k cynpbe sBusiercss HakTopoM caMONIEeHTU(DHKALHH,
MOCKOJIBKY CBSI3aHO C MO3HAHUEM cebs, ONpeaesieHneM IMpeesioB ca-
Mopeanu3anud, GopMaToB MOAEIMPOBAHUS M KOHCTPYHUPOBAHUS JKU3-
HEHHBIX cOOBITHI. CIOXKHOCTD JUISl aleKBaTHOT'O BOCIIPUSTHSI HOCHTE-
JISIMH TIPOaHHOTO 3HAHUSI TEHETHMYECKHX 3HAaHWHU Mpenonpencnser
BO3MOKHOCTB MX MCTIONB30BaHUS AJISl apryMEHTALUH Pa3InIHbIX, MO
Yac NOJSIPHBIX, YTBEPXKICHUH O CyAbOe.

@DopMBl aKTyanu3aluy NpoOIeMaTUKU CyIbObl B CBETE Pa3BHTHUS
TeHETHYECKUX 3HAHUN U MEPCIEKTHB UX MEAULUHCKOrO U HEMEIUIMH-
CKOT'O HCITOJIb30BaHUSI 3aBUCST OT JIOCTOBEPHOTO YCTAHOBJIICHHUS CTe-
MEHN TeHeTUYeCKOH OOYCIOBICHHOCTH TE€X WM WHBIX MPU3HAKOB, 3a-
OoneBaHMii, 0COOCHHOCTEH MOBEACHHS M YCIOBUH MX MOCIEAYIOLIEr0
BXOXKJICHHUS B OOILIECTBEHHOE CO3HAHHE.
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B.JI. MikeBckas, E.E. bapanosa

ITHYECKHUE ITPOBJIEMbBI TEHETUYECKOI'O
TECTUPOBAHUS B MEJUIIMHE"

Annomayus. T'eHeTHUECKOE TECTUPOBAHUE UTPAET Bce Ooliee BAXHYIO POIb B
MpaKkTU4IEeCKOM MeaunuHe. Bpaun Bcex KIMHUYECKMX CIEUUAIbHOCTEN MOHKHBI HE
TOJIBKO 3HATh O COBPEMEHHBIX BO3MO)KHOCTSX M OTPAHUUYEHUSIX T€HETUYECKOI0 TeCTH-
pOBaHUS, HO M YMETh OOBSCHATH MAIMEHTaM €0 eI U 3a7a4H, TOHIMATh TUIECKHIe
aCHEeKThl TAKOI'O TECTUPOBAHUS JUIsI MUHUMU3ALIMY Bpesa nauueHraM. B coBpeMenHoi
JUTEpaType aKTHBHO OOCYKAAIOTCS ITUYECKUE MPOOIeMbl aHAIM3a TeHOMA YEIOBEKa,
WCIIOJIE3YEMOr0 Kak ISl PEIICHHs 3a7ad JUArHOCTUKUA M MPOQIIIAKTUKA HACIIEACT-
BEHHBIX OOJIE3HEH, TaK ¥ IS TECTHPOBAHU 3IOPOBBIX JI0zeH. B mepByro ouepens aTo
KacaeTcss mpoOsieM MH(GOPMHUPOBAHHOTO COTJIACHS, 3AIIUTHI aBTOHOMHUU MAIEHTa H
YIEHOB €r0 CEMbU U crpaBeAnuBocTH. Llenb naHHOM riaBbl — pacCMOTPETh OCHOBHBIE
ATHYECKHE TPOOIIEMBI TCHETHYECKOTO TECTUPOBAHUS B MEIUITTHCKOW TIPAKTHKE.

Kniouesvie cnosa: reHeTHUECKOE TECTUPOBAHUE, 9K30M, T€HOM, STHYECKUE IPO-
OJIeMBI, peKOMCHIAIINH.

3a Bpems, mpollenmiee nocie opUUUANTEHOTO OOBABICHUSA O 3a-
BepUICHUH TpoekTa «['eHoM uenoBeka», yAaloch HIEHTH()UINPOBATH
HE TOJIbKO MHOXECTBO T'€HOB, BHI3BIBAIOLINX HACIIEICTBEHHBIE O0OJIE3HU
(HB), o n BapmanTsl nocnenoBarenbrHoctu JJHK, acconnmpoBaHHbie ¢
mynbTH(aKTOpHaNEHbIME 3a0oneBanusmMu [1; 2; 3]. [okasana ponb
TEHEeTHYECKUX (PaKTOpOB B Ppa3BUTHU 3CCEHLIUAIBHOW THUIEPTOHHUH,
OpOHXMANBHOW aCTMBI, aTEPOCKIEP03a, MHOTHX BPOXKICHHBIX TIOPOKOB
Pa3BUTHA U APYTUX PAcIpOCTPaHEHHBIX 3a00JIeBaHHUN, HAKOIJICHO Or-
POMHOE KOJIMYECTBO MH(POPMAIIUH O MOIUMOPQHBIX ydacTKax reHoMa

! UcenemoBanme BBITIONHEHO 3a cUeT rpanta Poccuiickoro HayuHoro ¢onzaa (mpo-
ekt Ne 19-18-00422).
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YeJIOBEKa B IIEJIOM U UX aCCOIMAIMAX C 3a00IeBaHUsAMH yeroBeka [4].
ITo mepe HakoruieHUs HHPOPMALNU O BKJIA/IC TEHETUIECKUX (PaKTOpOB
B MATOJIOTHIO YEIOBEKa BO3pACTAET 3HAYCHNE T'eHETHIECKOTO TECTUPO-
BaHUS B CTpaTE€rMM OKa3aHMs MEIWLMHCKOW TMOMOIIM U CeMeHHOI
npo¢UIaKTHKE MHOTHX HACJIEACTBEHHBIX 3a0oneBanuil. ['eHeTnueckoe
TECTUPOBaHHUE BCE Yallle MCIOIb3yeTCs sl YTOYHEHHs AMarHosa Ha-
CIICICTBEHHOI0 3a00seBanus [5], Ha3HAUCHUS TapreTHHIX MpenapaToB
IpH JICYCHUN OHKOJIOTMYECKHX OoJie3Hel [6], mpu moaroroBke k 3aya-
turo [7]. K nperMyIiiecTBaM reHETHYECKOr0 TECTUPOBAHUS TIPH JIUATHO-
cruke HB oTHOCSTCA MOCTaTOYHO BBICOKAsh TOYHOCTH, BO3MOXKHOCTH
paHHero (B TOM 4YHCIIE IOKIMHUYECKOT0) OOHApYKEHHS IaTOr€HHBIX
BapHaHTOB, MPUBOASAIIMX K 3a00JIeBaHHIO, Oiaronaps 4eMmy mpoduiak-
TUYECKUE WM Je4cOHbIE MEPHI ITPU HEKOTOPBIX KypaOelbHBIX TeHeTu-
YeCKMX COCTOSHMSX HambOonee 3(dexruBHbl [8]. BrispieHne maroreH-
Horo BapuaHTa nocnegosatensHocTd JJHK mo3Bossier oneHuTh Nporuo3
TeueHUs1 3a00JIEBaHUs, ONPENETUTh TAKTUKY MEAMIMHCKONH MOMOIIN
MAIKEeHTY, PUCK pa3BUTHS 00JIE3HHU y €ro HOTOMKOB H POACTBEHHHKOB.
BMecTte ¢ TeM MHOTHE 3KCTIEpTHI 00paIlaloT BHUMaHKE Ha TO, YTO
HIMPOKOE MPUMEHEHHE I'eHETHYECKOr0 TECTUPOBAHMUS MPUBOAMUT K Ps-
Iy 3TUYECKUX MPOOJIeM, KOTOphIe HEPEIKO BCTPEUAIOTCS B MEIUIIMH-
CKOW TNPaKTHKE U CBSI3aHBI B OCHOBHOM C OCOOCHHOCTSIMH T'€HETHYe-
ckoll MH(pOpMaLWH, TMOoIy4yaeMol NpH o0cienoBaHUM. | eHeTnyeckas
nH(pOpPMaLU UMEET OTHOLICHHE HE TOJBKO K KOHKPETHOMY YeIIOBEKY,
HO U KO Bcell ero cembe. OHa MO3BOJISIET C TOBOJIBHO BBHICOKOH BEpOSAT-
HOCTBIO NIPEACKa3aTh Oymyllee cOCTOSHUE 3/10pPOBbsl UeloBeKa, 310po-
BOT'O HA MOMEHT OOCII€IOBaHUsI, MM YJICHOB ero ceMbH. [Ipu 3TOM mo-
TEHLHANbHOE 3HaUYeHNE 3TOW MH(POPMAIIK MOTJIO OBITH HEM3BECTHO BO
BpeMsi MoydeHHst Onoiorndyeckux oopasnoB. Kpome Toro, renernue-
ckast nH(popMaLus U BBIOOD, CleNaHHBII HA €e OCHOBE, MOT'YT IOBJIH-
ATk Ha Oyaymue nokoneHus. OHa MOXKET IPUBECTH HE TONBKO K CTHT-
MaTH3alWU U TUCKPUMHUHAIMHN JIMILL C TTOJIOKUTEIBHBIMU PE3yJIbTaTaMu
TECTOB, HO U K HETATUBHOMY BIIMSIHHIO MOJIOKUTEIBHBIX PE3YJILTATOB
JOCHUMIITTOMATHYECKOTO TECTUPOBAHUS HA ICUXUYECKOE OJIaromnoirydne
mroner [9]. Kak m Bo MHOTMX JApYyrux o0JacTsIX YeIOBEUECKOH mes-
TENBHOCTH, OONBIINN BEIOOP O3HAaYaeT OOJIBIIYIO OTBETCTBEHHOCTh. He
MOXeET OBbITb HUKaKHX COMHEHHH B TOM, YTO MPEAOTBpaleHre 00Ie3HI
MPEANoYTUTEIbHEE, YeM JieueHne 3a001eBaHus TIOCNIe ero MaHudecTa-
UM WIX Ha TMO3HUX CTaIusIX, OAHAKO UMEHHO B CIIy4ae T'eHeTHIecKo-
IO TECTUPOBAHUS CIeAyeT NPUAEPKUBAThCA OanaHca IOTEeHIHATbHAS
MOJIb3a — BO3MOXKHBIN Bpen». OCHOBHAsI 3TUYECKAsl TUJIEMMa TIPH TPOo-
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BEJCHUH T'€HETUYECKOI'0 TECTHPOBAHMS COCTOUT B NMPOTUBOPCUHH MeE-
Iy TIPUHITUIIOM «JIeNlaii 0J1aro M He HaBpeAW» M MPHUHIIUIIOM yBaXKe-
HUS aBTOHOMHHM ManueHTa. [Ipu 3ToM 1S peanu3anvy MpUHIKIA 3a-
IIUTHl aBTOHOMHH JIMYHOCTH BaXKHO MPHU3HAHHE MpaBa MAaIlCHTOB HE
3HATh CBOW TEHETHUYECKHUM cTaTyc U puck 3abosnesanus [10]. Xors ma-
IUEHTHI UMEIOT TaKOE TPABO, MPEAIOAraeTcsi, YTO OHH MOHUMAIOT, O
YeM MPEANOYUTAIOT HEe 3HATh. UTOOBI HaliTH OamaHC, BaKHO, YTOOBI
Bpay W MAIMEHT PACCMOTPEIH KIMHUYECKYIO M JINYHYIO TOJIE3HOCTh
Tecta. [Ipu 3TOM TOCHENHSS MpEnrojaraeT y4eT NCUXOCOIUATBHBIX
3¢ (eKToB, MIIAHUPOBAHUS CEMbH, U3MEHEHUs 00pa3a KHU3HU U [IEHHO-
CTH WH(OPMAIIVH IS MAI[MEHTa U er0 POACTBEeHHUKOB [11].

Mexny Tem gaxe B cayyaec HB Hamuume maToreHHOro reHeThde-
CKOT0 BapWaHTa HE O3HAUYAeT 00M3aTENbHOE Pa3BHTHE 3a00JeBaHUS Y
4yeroBeKka. JTo, HAIPUMEP, MOXKET OBITh CBSI3aHO C HEIIOJIHOM TICHET-
PaHTHOCTHIO (MPOSBIISIEMOCTHIO) TAKOTO BaApHAHTA WIIA OIMHOKAMHU €ro
WHTEPIPETAI[MU, B TOM YUCJIC BCICACTBHE HEAOCTaTKa 3HAHUM O KIIH-
HUYECKON 3HAYMMOCTH OOHApPY>KEHHOTO BapHaHTa IMOCIEI0BATEIBHO-
ctu JIHK. B nmociennue roapl HOSBHIOCH JOCTATOYHO JOKA3aTEIbCTB
TOTO, YTO MEHETPAHTHOCTh MHOTHX PaCIpPOCTPAHEHHBIX MaTOTCHHBIX
BapuaHTOB mocienoBarenbHoctd JJHK Hioke, yem oHa olleHMBasIach
nepBoHavanbHO [12;13;14]. D10 03HAyYaeT, YTO Y 3HAUYUTEIBHOTO YHC-
Jla JIOJeH C BBISBICHHBIMU MATOTCHHBIMUA BapUAHTAMH KIHHUYECKHUX
MPOSIBJICHUN HE BOSHUKHET HA MIPOTSDKEHUH Bee sxm3Hu. OHAKO 3Ha-
HUE O HOCHTEIHCTBE IMATOr€HHOIO BapHaHTa MOXET MPHUBECTU K TICH-
XOJIOTHYECKUM TMPOoOJIeMaM, BBI3bIBAs TMOBBIMICHHYIO TPEBOXHOCTHh Y
HOCHUTEINS, a TaKKe M30BITOYHOMY METUITMHCKOMY OOCJICIOBAaHHIO Ta-
KHX JTIOIeH ¥ Ha3HAYCHHWIO UM HE BCErja HY>KHOTO MPOQUIaKTHYECKO-
rO JIYCHUS, YTO, B CBOIO OUEPEIlb, MOXKET MPUBECTU K MPUYHMHECHUIO
Bpe/a MAIMEeHTY U YBETHUCHHUIO PAacX0/I0B Ha 3/ipaBooxpaneHue [15].

Ha ceronns uneHTH)UIIMPOBAHBI HE BCE TCHBI M TCHETUYCCKUE Ba-
pUaHTHI, MOBBIMIAIOIINE PUCK 3a00JICBaHUS, a MATOTEHHOCTh MHOTHX
BapuaHTOB nocienoBatenbHocT JJHK, KOoTOpBIE MOTYT OBITH CBSI3aHBI
¢ pazsutueM HBb, Hepenko octaercs HeompenenenHo. OaHako manu-
SHTHI, Y KOTOPBIX I'eHEeTHYECKUE (haKTOPHI, MOBBIIIAIOIINE PUCK 3a00-
JICBaHUS, HE BBIABICHBI, MOI'YT CUYUTATh, YTO ATOT PUCK Yy HUX IIOJIHO-
CThIO OTCYTCTBYET, YTO MOXET NPUBECTU K OTKa3y OT JIPYTrUX BUJIOB
HEOOXOAMMBIX JUAarHOCTHYECKUX mponeayp. [IpobneMa «I0XKHBIX
yOeXKICHUI» TAIlMEHTOB OTHOCUTEIHLHO PE3YJIbTAaTOB I'EHOMHOTO HC-
CJICZIOBAHHS HATJISATHO JEMOHCTPHPYET OOIMICKIMHUYECKYIO M COIIH-
aNbHYIO Mpo0JIeMy, CBSI3aHHYIO ¢ OaTaHCOM Bpezia 1 NoJb3bI [16].
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JIIst MAaKCUMU3aLUH MTOJb3bI 1 MUHUMH3AIH PUCKOB TIPHMEHSIOT-
cs pa3Hble crparernd. OHa U3 HUX — TIIATEIBHBIH 0TOOp MALMEHTOB
Ha OCHOBE CMMIITOMOB W ceMmeliHoro aHamHesa. Korna renermueckue
TECThl Ha3HAYAIOTCS MO MEIULIMHCKUAM IOKa3aHUSAM, BBICOKA BEpOST-
HOCTb TOTO, YTO MOJIOKHUTENbHBIC PE3YIbTaThl OyayT NpPEAeNbHO TOY-
HBIMU. [[pyras cTpaTerus npeanonaraet TECHOE COTPYAHUYECTBO Bpada
W MAIMEHTa, YTO JJaeT BO3MOXKHOCTH NPHUHATH COBMECTHOE pELICHHE.
Bpau moxer mogpoOHO OOBSICHUTH TEXHUYECKUE OTPAHUYEHUS METO-
1a, 9TOOBI CBECTH K MUHUMYMY JIOJKHBIE YOXKICHNS, a TaKKe 00CYAUTh
C MAIKMEHTOM 3HA4YEHHE PEe3yJIbTaTOB TECTUPOBAHUS I WICHOB CEMbH,
KOTOpBIE MOTYT OBITh HOCUTEJISIMU TEX JK€ TeHETHYECKIX BapUAHTOB.

Bce Oonee yactoe HCIONBb30BaHME B KIMHUYECKOW MPAKTHKE I1OJI-
HOTEHOMHOTO / TIOJIHO3K30MHOT'O TECTUPOBAHHSI, BBI3BAHHOE COBEPILICH-
CTBOBAaHHEM TEXHOJIOTMH W CHIKCHHEM CTOMMOCTH aHAJIW3a, CO37alio
BO3MOKHOCTB TIOMCKa Y 00CIeqyeMBbIX BapHaHTOB IOCIEAOBATEIBHO-
ctu JIHK, xotopble He CBA3aHBI C LENBIO TECTHPOBAHUS, HO MOTYT
UMETh Ba)KHOE MEIUWIIMHCKOE 3HAYEeHHE. DTO TaK HA3bIBAEMBIN OMIIOP-
TYHUCTHYECKUH CKPUHUHT, KOTOPBIH NO3BOJISIET BHISIBUTH HA TOKJIUHHU-
YECKOM CTaMK HOCUTENCH I'eHETHYECKHX BapHaHTOB, NPUBOIIINX K
KypabenbHbIM 3a00neBanuaM. [logpoOHO 3TOT BUI FEHETUYECKOTO 00-
clleIoBaHMs ObUT PacCMOTpPEH HaMH B paboTe «DTHUYECKHE MPOOIEeMEI
TEHOMHOTO CKpUHHHTA: 0030p nureparyps» [17]. OmHaKo XOTEnoch
Obl MOMYEPKHYTb, YTO B OOJBLUIMHCTBE CIy4acB MpPU KIMHUYECKOH
OLIGHKE y MalueHTa He OyJIeT BBIABICHO OXHMAaeMoro ¢gpeHotuna 3ado-
JIeBaHUs, CBSI3aHHOTO C TAKUM BapHaHTOM, a HEpenko He OyaeT u ce-
MEHHOrO0 aHaMHe3a Takoro 3a0ojeBaHus. TpPyIHOCTH MEAUKO-
TEHETUYECKOr0 KOHCYJIBTUPOBAHUS M MOJMY4YeHHsS MH(POPMHUPOBAHHOTO
COrJIacusi B 9TOM ClTy4yae CBSI3aHbI C HEONPEIENCHHOCTHIO KIIMHUYECKOTO
3HAYeHMs1 OONbIIEH YacTH 3TOW MHPOPMAIMU M BEPOSTHOCTHIO H3MEHE-
HUS OLICHKU e POJiM B 3I0POBbE MaieHTa B OynymeM. [lomyuennas B
pe3ynbTaTe TaKoro TECTHPOBAHUS WH(POPMAaIUs MOXET NMPUBECTH K
BO3MOKHOM TUCKPUMHHALIMH JIUI] C MOJOKUTEIBHBIMU PE3yJIbTaTaMu
TECTOB WJIM BO3MOXHOMY HETaTUBHOMY BIHUSHHIO TTOJIOKHUTEIBHBIX
PE3YNbTAaTOB Ha MICUXUYECKOE OJIaronoaydne JToaeH.

VYuuThIBas MOTEHIHAIBHYIO KIMHHYECKYIO MOJE3HOCTh ONIOpPTY-
HUCTHYECKOTO CKPHHHHTIA, NMpo(ecCHOHANbHBIE COoOOLIecTBa B Tede-
HUE TOCIIEAHEr0 NECSTUICTHS BBITYCTHIH HECKOJIBKO PYKOBOZCTB.
B 2013 r. AMepuKaHCKOH KOJUIETHEH MEIUITMHCKON TeHETHKH U TeHO-
mukn (ACMG) 6butn 00HApOIOBaHBI PEKOMEHIAIIMU MO COOOILICHUIO
nanueHTaM MHGOpPMaIMK O CIy4aillHBIX HAaXOAKaX MpPHU IMOJHOTCHOM-
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HOM / mosHO9K30MHOM TecthpoBanuu [18]. K Hacrosmemy BpemeHn
BBINIUTAa TPEThsl Bepcusi pykoBoacta [19]. Iocie auckyccun o 3ammre
ABTOHOMHH MAaIMEHTa MpPU TakoM nojaxone K tectupoBaHuio ACMG
PEKOMEHTyeT 00eCeUnTh MaleHTy BO3MOXXHOCTh OTKa3aTbesl OT T10-
Jy4eHUs! JOMOIHUTENIbHOW MH(OpManuy cBepX OTHOCSIIEHCS K mep-
BOHAYaJbHON LEMH TECTUPOBAHHUS, OJHAKO, [0 MHEHHIO aBTOPOB PY-
KOBOJICTBA, HE ATUYHO HE MpEJiarath ee MauueHTaM.

B 2021r. Obutn omyOnukoBaHbl pekoMmeHaanuu EBpomeiickoro
001IecTBa TEHETHKHN YEIOBEKa MO OMIOPTYHUCTUYECKOMY CKPUHUHTY
[20]. Xotst ero BapuaHThl OBLIM pean30BaHbl B HEKOTOPBIX CBPOICH-
CKHX CTpaHaXx, BKIo4as BenukoOpurtanuio u Opanuuro, eBporeiickue
9KCHEPTHI MPU3BIBAIOT K OCTOPOKHOCTH IPH €ro BBEACHUHU. ABTOPHI
9TOTO JIOKYMEHTA YKa3bIBalOT HAa HEOOXOAUMOCTH TIIATEIBHBIX TTHIIOT-
HBIX HMCCIICNOBAaHHUN, KAcalOUIMXCS COPa3MEPHOCTH IOJB3bl U PHCKOB
TAKOTO TECTUPOBAHHs HE TONBKO AJISl OTHENbHBIX JIIOJEW, HO U AT
CHCTEMBI 3/IPaBOOXPAHEHHS KaKAOM KOHKPETHOM CTpaHBl C y4eTOM
ocobeHHocTell ee (uHaHcHpoBaHWA. OHH TMOMYEPKHUBAIOT, YTO TPH
HEIOCTATOYHOCTH PECYpPCOB 3IPABOOXPAHEHHUS MOXKET BO3HUKHYTH
npobieMa IOCTYIMHOCTH MEAUKO-TEHETHYECKOTO KOHCYIBTHPOBaHUS,
MICUXOJOTUYECKON TOAJEPKKH M MEIUIIMHCKOW TTOMOIIH MallueHTaM C
BBISIBIICHHBIMH TIPH TEHOMHOM aHAJIN3€ NaTOr€HHBIMH T€HETUIECKUMHU
BapHaHTaMHU. YKa3blBaeTCs Takke Ha HEOOXOOMMOCTb rapaHTUH co-
OmofieHNs] aBTOHOMUHM TECTHPYEMBIX, JOCTYIIHOCTH TEHETHYEeCKUX
KOHCYNbTallUH, MHQOPMUPOBAHHOTO COIJIACHS M BO3MOXKHOCTH €ro
0TO3BaTh. B KadecTBE BOSMOXKHOW albTEPHATUBHI MpeJIaracTcsl Kac-
KaJHOE TEeCTHPOBAaHHE POJCTBEHHHKOB MAalMEHTa, HWMEIOLIEro ycTa-
HOBJICHHBIN JMArHO3 KypaOeIbHOTO TeHETHIECKOro 3a00JIeBaHMS.

Kackagnoe TectupoBanue Ui psga 3a00JaeBaHul PEKOMEHIYeTCs
npodecCHOHANBHBIM COOOIIECTBOM M YCIEUIHO MPOBOAUTCS IS PaH-
HETO BBISBICHHS W JICYCHUS MAIMEHTOB C HACICACTBEHHBIMH CEpAcY-
HO-COCYIHMCTBIMH M OHKOJIOTHYECKUMH 3a00JNE€BaHUSIMA B Pa3HBIX
crpanax. OIHaKo, MOMUMO OTPaHUYCHUI MO CTPAXOBOMY MOKPBITHIO
TECTUPOBaHMsI 37J0POBBIX POJCTBEHHHKOB, CYIIECTBYET Psi/ STHUECKHX
npo0ieM, Takux, HalpUMep, KaK pacKpbITHE HH(OpMAaLUH, K KOTOPOi
YeJIOBEK MOXKET ObITh He ToTOB [21]. Bombmias yacTe STHYECKHX U
IOPUIUYECKUX TUCKYCCHH O TE€HEeTHYEeCKOM TECTUPOBAHHMH AJISI CeMeii-
HOW TMPO(QMIaKTUKU HACIEACTBEHHBIX OONe3HEW cocpeldoToueHa Ha
TOM, KaK HAaWIy4dIINM 00pa3oM YCTaHOBHTH OallaHC MEXIy KOH(HICH-
IUATBHOCTBIO YENOBEKa, KOTOPBIH MPOXOAWUT TECTHPOBAHUE, W MHTE-
pecamu ero poJCTBEHHUKOB [22].
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DTHYECKHE OCHOBAHHS JUISl PACKPBITHS KOH(MUICHIUATBHBIX JINY-
HBIX JIaHHBIX MalMeHTa TPeOyIoT ydeTa Bpela M NPEUMYLISCTB pac-
KPBITHS, CEPbE3HOCTU M TNPEAOTBPATUMOCTH 3aboneBaHus. OCcOOEHHO
Ba)KHO, YTOOBI 37I0pPOBBIC, HO MMEIOLIHE PUCK POJCTBEHHUKH MOTIIH
HPUHATH MEPBI ISl PEIYNPEKICHUS XOTsl Obl HEKOTOPBIX U3 BEPOST-
HBIX MPo0JIeM cO 310poBbeM. C 3THUECKOW TOYKH 3PEHHSI OTBETCTBEH-
HOCTB 32 TPEIyNPEKICHUE POACTBEHHUKOB O PHCKE 3a00JIeBaHMs BO3-
pacTaer 1o Mepe yBEeJIMYEHUS €r0 CEPhe3HOCTH U BEPOSTHOCTH YIPO3bI
JUISL MIX JKM3HH, @ TaKkXKe MPU HAJIUYUH JOCTYITHBIX TEPaNeBTUYCCKUX
WM popUIIaKTHIeCKUX BMemarenseT [23]. OnHako npu OTCYTCTBUH
JOCTYITHOrO BMEUIATENbCTBA, KOTOPOE MOXKHO OBUIO OBl PEKOMEHIO-
BaTh JUIS JICUCHUS WM NPO(UIAKTHKH, MPEHMMYIIECTBA TECTUPOBAHUS
MOT'YT CTaTh MEHEE OYCBUIHBIMH, TaK YTO PACCMOTPEHHE BEPOSTHOTO
JIMYHOTO BO3JCHCTBUS PE3YNIbTATOB TECTHPOBAHUS HA YEIOBEKA U €TI0
POJICTBEHHHKOB MOXXET OBITh KJIIOYEBBIM (DAKTOPOM IPHU TPHHATHU
peuIeHusT O MPOXOXKACHUU TecTa. Y MaleHTa MOXXET BO3HHKHYTh
CHJIBHOE TIPOTHBOPEUHE MEKTY JKEITaHUEM y3HATh, UTO Pe3yibTar OJia-
TONPHUATEH, ¥ CTPAaXOM Iepeja HeONaronpusTHeIM pe3yiabraTtoM. Ha-
npuMep, MpH TUNEPTPOPUUECKON KapJHOMUONATHU POTUTEIN MOTYT
OpraHM30BaTh MPOTHOCTHYECKOE T'€HETHYECKOE TECTUPOBAHUE CBOUX
JeTel, a 3aTeM COXKaJeTh O CBOEM perieHnu [22].

KackamHplif CKpUHHHT MOJpa3yMeBaeT TECTHPOBAHUE HECOBEp-
IICHHOJICTHHX JIeTel MpH 3a00JIeBaHUSAX C BHICOKOH BapuaOeTbHOCTHIO
BO3pacTa, B KOTOpOM pa3BuBaercsi peHoTun 3adoneBanus. Ecim y pe-
OCHKa eCTh KJIIMHMYECKHE MPOSBICHHS, TO TCHETHYECKOE TECTUPOBAHNE
HEO0OXOAMMO JUIs TOCTAaHOBKM TMarHo3a. Ecim ke peOeHoK 3/10poB, HO B
€ro CeMbe €CTh OOJIbHBIE TEHETHUYECKUM 3a001eBaHneM, KOTOpPOe Mpo-
SBJISIETCS. B OCHOBHOM (HO HE BCErZa) B 3pEIOM BO3PAcTe, BOSHUKAIOT
ATUYECKHE THJIEMMBI, U Bpad JIOJDKCH B3BEIIMBATh MpaBa POIUTEICH
Ha TOJTy4eHHe MH(OpMaIuK, KOTopas IOMOXKET ONTUMU3UPOBATH Te-
Kylee MEIMIHCKOEe HaONofeHne AeTel, W TpaBa JACTed C y4eToM
3aIIUTHI UX HAWITYYIIUX HHTEpecoB [24].

Bomnpoc 0 mporHocTHYECKOM TECTHPOBAaHUH HECOBEPILICHHOIETHHX
HE pa3 MOJHUMAJICS BO MHOTHX ITyOJIMKAIHUAX. DTUUYECKUM OCHOBAHH-
€M TaKOro TECTHPOBAHUS, TI0 MHEHHUIO MOJABJISIONICIO OOJIBIIMHCTBA
uccienoBaTeNell U 9KCIEePTOB, SBIISETCS HEIMOCPEICTBEHHAs I10JIb3a
Ui o0cieryeMoro pedeHka, T.e. cymecTByeT 3()(eKTUBHBINA criocod
JICYCHHSI WIN PO(UITAKTHKH, KOTOPHIA MOXKET MPEIOTBPATHTH, OTCPO-
YHUTh WINA 00JErYUTh Ha4ajIo 3a00JIeBaHUS HIIH €T0 ITOCIICICTBYS, U €ro
MOXKHO TIPUMEHHTH JI0 COBepLIeHHOIeTHs [25; 26].
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JlonomHUTENBHBIE OMACEHUsI OTHOCHUTENBHO TECTHUPOBAHUS IeTei
Ha TEHETHYECKHE HapyIIEHUs C MO3AHUM HadajJoM BO3HMKIHM B KOH-
TEKCTE MOJHOIN€HOMHOI'0 TECTUPOBAHUSA U CIy4alHBIX HAXOAOK IATO-
TeHHBIX BapuaHToB mocnenoBarensHoctd JHK, xotopeie B Oymymem
MOT'YT NIPUBECTH K HACJEICTBEHHBIM 3a0oieBaHusM. Ecnu oTcyTcTBO-
BaJl ceMEHHBI aHaMHe3 Takoro 3a00JeBaHUs U ceMbs 10 obOcienoBa-
HUS HE 3HaJa O PUCKe, TO Takas MH(popManus Mpu HEKOTOPBIX 00CTOs-
TENBCTBAX MOXET OBITh MOJIE3HOH, MOCKONBbKY OAWH W3 POJUTENCH,
BEPOSATHO, SBIISIETCS HOCUTENIEM TOTO K€ NMAaTOT€HHOro BapuaHTa. B Ta-
KOM clTy4dae MoJIb3y OT TECTHPOBAHUS MOXKET M3BJIEUb B NEPBYIO Oue-
peIb 3TOT POIUTEINb (U, BEPOSITHO, €0 POJACTBEHHUKH), XOTS DKCIIEPTHI
[0 3TUKE MOAUYEPKUBAIOT, YTO 370POBbE POAUTENEH OKa3bIBAET BIIUSA-
HHE Ha Ka4eCTBO XM3HU BCEH CeMbH, BKIrouas pedeHka [27]. Dtuue-
CKHi{, MPaBOBOM M COLMANBbHBIH KOHTEKCTHI 3THUX IMpoOieM BecbMa
CIIOKHBI M celyac aKTUBHO HM3ydaroTcs. B mocienHue aecsaTHiIeTHs
MPaBOBBIE HOPMBI HH(POPMUPOBAHHOT'O COTJIACHSI B OOJbIIEH CTEleHH
CJIeIOBAJIM WHAWBUIYaIbHON MH(POPMAIMOHHON MoAeu. JTo o3Haya-
er, 4To MH(pOpMaIKsl NPEAOCTaBISIETCS TOABKO MAaIMEHTY MPH YCJo-
BUH, YTO OH J€ECHOCOOCH, B TO BpeMs KaK WICHbI CEMbH MOTYT OBITh
MPOMH(OPMHUPOBAHEI, TOIBKO €CITU MAMEHT JAeT Ha 3TO MpsMOE CO-
rnacue. Ho xorzma HacineacTBeHHOE 3a00IeBaHUE TOSBISIETCS] B CEMBE,
BO3HHMKAaeT HEOOXOAMMOCTb y4yeTa HaWy4IINX HHTEPECOB BCEX €€
wieHoB. IIpomecc momydeHuss MONMHOCTBIO OCO3HAHHOTO COTJIACHS,
TOYHO OTPaKAIOIIET0 NPEUMYILECTBA U BPEX PACKPHITH HHPOPMAIUH,
SBIISIETCSl LIEHTPAJBbHBIM 3JIEMEHTOM M Ba)XHOH YacThio Mpodeccuo-
HaJIBHOW MPaKTHKH B 3TOi oOmactu. OHAKO Omopa Ha WHIUBHULYalH-
CTHYECKYIO MOJIeTIb COOCTBEHHOCTH I'eHETHUECKON MH(POPMAIIUN 03Ha-
YaeT, 4TO0, KOrjja MHTEPECHl OTAEIBHBIX JIUI PACXOAATCA, MEIULIMHCKHE
paOOTHUKHU BBIHYXICHBI OTAAaBaTh NPENNOYTECHHE HHTEpecaM OTHOI0
YenoBeKa, mpeHedperas uHTepecaMu Ipyrux. UToOsl yMEHBIIUTE 3TOT
Bpel, pSA SKCIIEPTOB, 0COOEHHO MPAKTUKYIOUIMX B 00J1aCTH Kapauore-
HETUKH, NPEUIOKUIN paccMaTpUBaTh T'€HETHUECKYI0 WH(OPMAIUIO
KaK COOCTBEHHOCTh pacUIMPEHHOH ceMbH [28], X0Ts naHHas Monenb U
HE MOXKET B JOCTAaTOYHOM MepE 3aIllUTUTh NpaBa M MHTEPECHI BCEX 3a-
WHTEPECOBAHHBIX JIMI. DTO MOJYEPKUBAET HEOOXOAUMOCTH 00CYKIe-
HUS HOBBIX MOAXOMOB K MOJYYEHHIO WHPOPMHUPOBAHHOTO COTJIACHS Ha
TEHETHYECKOE TECTUPOBAHUE TP HACIISICTBEHHBIX 3a0oneBaHusx [29].

[IcuxoconuanbHOE BO3AEHCTBHE TEHETUYECKOTO TECTUPOBAHUS 3a-
CIly)KMBAaeT BHUMAaHUS, TOCKONBKY pPE3YJIbTaThl TECTHPOBAHUS MOTYT
MOBIUATh HA JKU3Hb CEMbBH, NCHUXOJIOTMYECKOe OpeMs, CaMOOLCHKY,
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W3MEHCHHUE OTHOIIEHHUS CEMbH K PEOCHKY, BOCIPHUATHE YS3BUMOCTH
pebeHka, MPUBSI3aHHOCTh POJUTENCH K PEOCHKY, a TaKKe Ha YyBCTBO BU-
HBI Y POJMTENICH. DMIIUPHUYCSCKUE HCCIICIOBAHUS JIOKA3hIBAIOT HEOOXO/IH-
MOCTb CO3/IaHHSI CHUCTEMBI IICUXOJIOTHY €CKOH MOIEPIKKH TAKUX CeMEH.
[TokazaHo, YTO TOJPOCTKH M POAUTEIN COOOMIAIOT 0 Oojee HHU3KOM
KauecTBe XHU3HU, 0OCOOCHHO B OTHOIICHUHU (PU3NUYCCKUX (YHKIIHM, CO-
IUATBHBIX OTHOIICHUH, OrpaHUYCHHUSI B3aUMOJICHCTBUN CO CBEPCTHU-
KaMH, TICHX{YECKOTO M HYMOIMOHAIBLHOTO 3710poBbs [30; 31].

Eme ogna npobiema mocienHuX JIET CBsA3aHa C MPEIIOKECHUSIMU
WCCIICIOBAHMS TEHOMOB 37I0POBBIM JTFOJIIM JIJIsl BHISBJIICHUS! TCHETHYC-
CKUX BapHUaHTOB, KOTOPHIC MOTCHIIUAIBHO MOT'YT BIHSATh Ha COCTOSHUE
3JI0POBBS X CAMUX WA MX MOTOMKOB. CHIEIMATUCTHI B OCHOBHOM I10-
JIOXKUTETBLHO OTHOCSTCS K MEPCIICKTHBAM aHaIH3a TEHOMOB 3JI0POBBIX
JIIOJICH, OJTHAKO HA CErOHs TOYHAs JOJS JIFOJCH, KOTOPhIE MOTYT IO-
JYYUTh O3y OT TAKOT'O0 0OCIENOBAHUS JUIS MPOMUIAKTUKY I PaH-
Hell TMarHOCTHKY U JICYCHU, BCE elle He onpenencHa. [lomoOHoe mpo-
THOCTUYECKOE TEHETUYECKOE TECTHUPOBAHUE MOXKET HMETh JaleKo
UIYyIUE TOCICACTBUS HE TOIBKO JIJISi MHTEPECYIOIIET0Cs] CBOMM 370-
POBBEM UEIIOBEKa, HO U JJIs WICHOB €ro ceMbH. J[axke moiydeHne To4-
HOTO U OJIATONIPHUATHOTO Pe3yJIbTaTa MOXKET TOBJIUATh Ha CAMOOIICHKY
JIOJICH Y BHYTPUCEMEWHBIC OTHOIICHUS. JJIT MUHUMU3AIMKN HETaTHB-
HBIX TIOCJICACTBUI PEKOMEHIYETCS Mpeaiarath TAKUM JIUIAM IIpe- U
MOCTTECTOBOE TE€HETHYECKOe KOHCylbTUpoBaHue. Korma 370poBbIe
JIFOJTY XOTST MPOUTH TEHETHYECKOE TECTHPOBAHKE ISl TIOJTYUYCHUS Pe-
KOMEHJIAIUH 10 YIIYYIICHUIO CBOETO 3JI0POBbS WIIM KOPPEKITUH 00pa3a
KU3HU, OTCYTCTBYET KaKOW-IMOO KOHKPETHBIA KIMHHYECKHH 3arpoc,
TPYAHO YETKO C(OPMYJIHMPOBATh TOJB3y OT JUArHOCTUKU. JIronew,
OPUEHTUPOBAHHBIX Ha TEHOMHBIA aHAIN3, HEOOXOIUMO MPOUH(OPMHU-
POBaTh O BOBMOXHBIX PHCKaxX U MperMyiiectBax [9].

B menom, mo mepe TOro kKak HMcciemoBaTead OymyT MPOJOKATh
M3y4aTh KIMHUYECKUE M COIMANIbHBIC TIOCICICTBUS CECKBEHUPOBAHUS
TeHOMa, HEONPEACTICHHOCTh B OTHOIICHUHU MPEUMYIIECTB U Bpeaa Te-
HOMHOTO TECTUPOBaHUs OyIET pa3pelaThcs. DTO MPUBEICT K TOMY,
YTO BpayM, MAlMCHTHI, OPTaHU3ATOPHI 3IPABOOXPAHCHUS CMOT'YT TIPHU-
HUMaTh OoJiee 00OCHOBAHHBIC PEIICHUS O TOM, KaKMM TPYIIIIaM Taru-
SHTOB HEOOXO/IMMBI MTOTOOHBIC HCCIICIOBAHUS, B KAKUE CPOKH M KaKOi
0o0beM MH(pOpPMAITUHN HYKeH TecTupyeMomy. [Ipu aToM BakHO coOIFO-
JaTh OaaHC MEXAY TOIB30M JUIS MAIUEHTOB U BO3MOXKHBIM BPEIOM.

B3pocibiM 310pOBEIM JTEOIIM 0€3 THYHON MM CeMEHHOW MCTOPUU
HFB B psne cmydaeB pekoMeHAyeTcs TeHETHYECKOe TECTHPOBAHUE TTPU
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IaHupoBaHuu OepeMeHHOCTH. CIHCOK PEKOMEHIYEMBIX IJIsl TECTH-
poBaHUs 3a001€BaHUI U MOJXOIBI K TAKOMY TECTUPOBAHUIO N3JI0KEHBI
B pekomeHanusx ACMG [32]. CkpuHUHT HOCHTEINCH MyTaluil B Te-
Hax B MOCJIEIHUE TOJbI BOCTPEOOBaH B MPOrpaMMax BCIOMOTaTEIbHBIX
PETPOAYKTHUBHBIX TEXHONOTHI. AMEPUKAHCKOE OOIECTBO PENpOAyK-
tuBHOH MemuumHbl (ASRM) 1 OO0mecTBO BCOMOraTeNbHBIX PENpo-
nyKTuBHBIX TexHosoruid (SART) peKOMEHIYIOT CKpuHuHe OOHOPOS
2amem Ha HOCUTEIBCTBO MYTAIUH, JEXKAIIUX B OCHOBE HACIEICTBEH-
HBIX 3a00JI€BaHUH, IMyTeM H3Y4YeHHs] CEMEHHOr0 aHaMHe3a U MpoBeJie-
HUSl TEHETHYECKOTr0 TEeCTHpPOBaHUA. TecTHpOBaHHE HAa HOCHUTEIHCTBO
MyTaluid, TPUBOIAMINX K MYKOBHCUHUAO3Y, PEKOMEHIOBAaHO BCEM JO-
HOpaM, a TECTUPOBAaHUE Ha JIPyrue HaClleCTBCHHBIE 3a00eBaHUs pe-
KOMEHAYETCSl IPOBOJUTH COOTBETCTBEHHO dTHUYECKOMY MPOHCXOXKIe-
HUIO TOoHOpa. TecTHpoBaHHWE ITOHOPOB OOLMTOB HA CHHIPOM JIOMKOM
X-XpOMOCOMBI PEKOMEHAOBAHO, HO HE SIBIsIeTCsl 00s3aTebHBIM. B Ka-
YecTBE BapHaHTa, HAIIPABICHHOTO HA MaKCHMAlIbHOE BO3MOXKHOE IIpe-
JOTBpAILEHUE POXKIEHUST OONBFHOTO TIOTOMCTBA, IpeAsiaraeTcs ooceno-
BaHME HAa HOCHTEIBCTBO KakK JIOHOPOB TaMeT, TaK U PELUIHEHTOB C
JaJbHEHIIMM COMOCTaBJICHHEM MOJIYYEHHBIX Pe3yJabTaToB. Takum 00-
Pa3oM, HCKIIOYAETCsl BEPOSITHOCTD BCTPEUHM JBYX HOCHUTENEH MyTalui
ayTOCOMHO-pereccuBHoro 3aboneBanus [7; 33]. Henocratkom naHHOTO
MOJXO0/Ia SIBIISIETCS BBICOKAs CTOMMOCTH T'€HETHYECKOTO TECTHPOBAHUS
JOHOpa U peuunuenta. Jxkcneptsl ESHG npennaraioT Bo3aepKuBaTh-
Csl OT MPEMJIOKEHHS HEOOOCHOBAHHBIX TEHETHYECKUX YCIyr (Bpoie
nakera «PacHmpeHHBI CKPUHUHI HOCHUTEIBbCTBA + MperMIUIaHTalu-
OHHOE TEHETHYECKOE TECTUPOBAHUE»), KOTOpBIE OyayT TpeOoBaTh OT
MAIMEHTOB JOMOMHUTENbHBIX MaTEpPHAIBHBIX 3aTPaT U MPUHOCUTH UM
HEoOOCHOBaHHbIC BOJIHEHUS [34].

Ham kpaTkuii 0030p mocBsmieH mpobieMaM, CBSI3aHHBIM C pac-
MPOCTPaHEHUEM MPAKTHUKH F€HOMHOTO TECTUPOBAHMS HE TOJIBKO TS
yrouHenus auarno3a HB, HO u 171 moncKa MaTOreHHBIX BapUAHTOB Y
3IOPOBBIX JIIOAEH, UMEIOIINX MM HEe MMEIOIMINX CEeMEHHBIH aHaMHe3
HB. MsI He 3aTparuBaiy 3THUECKHE TPOOJIEMBbI IPEHATANBHOTO U TIpe-
WUMIUIAaHTAlUOHHOTO TECTUPOBAaHHUsS, KOTOphIE HE MEHEEe CIOXKHBI H
TpeOYIOT OTIEIBHOTO PACCMOTPEHHUA.
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C.10. llleBYueHKO

ABTOHOMUS, JOBEPUE U DOPEKTUBHOCTbD
MEJUKO-TEHETUYECKOI'O KOHCYJIbTUPOBAHMUSI:
YIOPSJTOYUBAS BUOITUUYECKUE ITPUHIIUIIBI

Annomayus. B rmaBe dTHUecKue MPoOIEMBI MEANKO-TEHETHUECKOTO KOHCYIbTH-
POBaHHUS pacCMaTPUBAIOTCS B CBSI3H C IIOCTAHOBKOI Bompoca 00 3(h(heKTHBHOCTH 3TOH
npakTuKd. OOBIYHO JAaHHBIE 3THUYECKUE MPOOJIEMBI TPAKTYIOTCS KaK IIPOTHBOPCUUS B
CJIeI0BAaHUN OMOITHYECKUM MIPUHIUIAM OnarofesHus ¥ aBToHoMuu. OfHAKO HU OfUH
13 BapHAHTOB YPETYINPOBAHHS 3TOTO IMPHHIUIAIICTCKOr0 KOH(QINKTa HE TO3BOJISIET
MIOCTaBHUTH BOIPOC 00 3 PEKTUBHOCT KOMMYHHKAIUN B PaMKaX KOHCYIETHPOBAHUSL
B nmanHO# riaBe mpeiokeH MHOH KOHTEKCT OMOITHYECKHX IUCKYCCHH, paccMaTrpu-
BaIOIIMI KOMMYHHKAaTUBHBIH ycIieX Kak Oonee yMecTHBIN. B kadecTBe Takoro KOHTEK-
CTa MCHONB3yeTcst MPUHIMM GnaronesHus depe3 posepue (beneficence-in-trust), mpen-
noxxeHnsii O. [lemterpuHo, a Taxke KpUTHKA JaHHOTO NpuHIWIa P. Butuem.

INoka3zano, uro konrenwms [lemterpuHo MOXeT OBITH UCTOJIKOBAaHA KAK MHCTHUTY-
IMOHAIBFHO CIIPAaBEIMBOC OKA3aHME ITOMOIIM B KOHTEKCTE JOBEPHS MEXIy MaIleH-
TOM 1 €ro / ee CeMbeid, C OHOM CTOPOHBI, K MEXKIUCIHUILTHHAPHON KOMaH/IOH Bpadeil —
¢ nmpyroi. 3amanHas llemnmerpmHo 3THYECKas OPHEHTALUS Ha LENH MEIHUITMHCKHX
MIPaKTHK ¥ €r0 MPUHIUI ONarofesHus depe3 JOBEpHe IO3BOSIOT c(hOPMYIIpPOBAThH
JIBa CBS3aHHBIX KPUTEPUSI KOMMYHUKATHBHOIO ycrexa. TaKuMU KpUTEPHSIMH SIBIISIIOT-
Csl yPOBHU JIOBEPHSI COOTBETCTBCHHO K CTPYKTYPHBIM U OMOMETUIIMHCKIAM KOMITETCH-
M Bpada (KOHCYIbTaHTa). B 3aKimodeHne MpecTaBieHbl BapHAHTB IPHMEHEHHS
9THUX KPUTEPHEB.

Kniouesvie cnosa: MemuKO-TEHETHUECKOS KOHCYJIBTHPOBAHHE, IOBepHe, Omaro-
JIesTHUe, CTPYKTYpHAs! KOMIIETSHITHS Bpada, IIPHHIMIAIN3M, HEAUPEKTUBHOE KOHCYIIb-
THUPOBaHHE.

! UcenemoBanuie BBITIONHEHO 3a cUeT rpanTta Poccuiickoro Hayasoro ¢onaa (npo-
ekt Ne 18-78-10132).
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BBenenne

I'eneTnueckoe KOHCYJILTUPOBAHKE Y)KE HA PAHHHUX ATaIlax CBOETO
pa3BUTHA MPOOIEMATU3UPOBAIIO OCHOBHBIC TPUHIUITBI OMO3THKHU.
ABTOHOMUSI KOHKPETHOTO TIAIIMECHTA, BBIPAXKCHHAsI B HEOOXOMMOCTH
COXpaHATh MENUIMHCKYIO TaliHy, OKa3aJlach B KOH(IUKTE C Ojarom
€ro CEMbH, Y3HABIICH O BO3MOXXHBIX HACJICACTBEHHBIX PHUCKAX WU
3abonesanusx [1; 2]. Hapsay ¢ HempuuuHEHUEM Bpeaa U CpaBeiu-
BOCTBIO aBTOHOMHS W OJIarOJISSTHHE COCTABJISIFOT HAaOOp MPUHITUIIOB,
KOTOpbIH ObuT mpemnoxxeH T. buwammom u Jx. Unnapeccom emie B
1970-e roas! u ceromus npusHaercs obmenpuHATEIM. B 1990-¢ ross
B 3aMajHBIX CTpaHaX pa3pelIeHHE 3TOr0 KOH(IIMKTA MOBJICKJIO TpPHU-
OPUTH3AIUIO WHAWBUyaTbHOW aBTOHOMHH, BBIPA3HMBIIYIOCS B Pa3BU-
TAW W BHEAPCHUM KOHIICMIIUW HETUPEKTUBHOTO KOHCYIHTHPOBAHHS.
JIOBOJIEHO OBICTPO BO3HUKITU TOJKOBAHHS MPUHIIUITA YBAXKECHUS aBTO-
HOMHH, KOTOpBIE MPEInoiarajd OTKa3 OT IICHHOCTHBIX WJIM OIICHOY-
HBIX cyxaeHuil [3]. AOcoIOTHAS IIEHHOCTHAs HEUTPaIbHOCThH TPE-
roJiarajia 3anpeT Ha OTHECCHUE TeHETUYECKUX MaTOJIOTHH, B TOM YHCIIe
XpOoMOCOMHBIX (Hampumep, cunapoma JlayHa), k 3adoneBanusiM. bomee
MPUEMJIEMOI CYHMTAaIach UX XapaKTEPUCTUKA KaK OCOOBIX TEeHETHYe-
CKuX BapuaHTOB. OJHAKO 3TOT B3TJIAA JOBOJIBHO OBICTPO BCTPETHII
KPUTHYECKUH OTIOP CO CTOPOHBI Bpadell M MHOTHX CIICIIUAIUCTOB I10
ouontuke [4]. C Havamom XXI| B. MasiTHHK KayHyJICS B IPYTYIO CTOPO-
Hy: MpUMAaT WHIUBUAYAIbHOM aBTOHOMHHU KaK HEraTUBHOW CBOOOIBI
MOJIBEPICS DPO3UU B paMKax KOHIICTIIUN PESIMOHHOW aBTOHOMHU U
KOHIISMIINKA CeMeiiHONH reHOMuKd. Hinke MbI opoOHEee paccMOTpUM
3TH MPOLIECCHI.

OpfHaKo HU OIIMH W3 BapUAHTOB yPETYIUPOBaHUS KOH(IIMKTA Me-
Ty OJIarOM M aBTOHOMHEH B TEHETHYECKOM KOHCYJILTHPOBAaHUH HE T10-
3BOJISUT TIOCTABHUTH BOMPOC 00 3(PPEKTUBHOCTH KOMMYHHKAITUH MEKITY
BpPauoOM M TMAlHUEHTOM (CTOPOHAMHM, YUACTBYIOIIMMH B KOHCYJIBTHPOBA-
HuK). DPHEKTUBHOCTh TAKOH KOMMYHHKAIUH HEBO3MOXKHO OTOXKICCT-
BHUTh HU C TIOJHOTOH WH(OPMUPOBAHUS, HH C I[EHHOCTHONH HEHTpaIb-
HOCTBIO KOHCYJIbTaHTa. KpuTeprueM KOMMYHHKATHBHOTO YCIIEXa TaKKe
HENb3s TpU3HATh HEOOXOMUMOCTh IS METUIIMHCKOTO YYPEKICHUS
MH()OPMHUPOBATH POICTBEHHUKOB MAIMEHTA O TEHETUYECKUX PUCKAX.

[Ipencrapnisiercs, YTO BONPOC O COUYCTAHUH ITUYHOCTH U KOMMY-
HUKATUBHOW 3(Q(PEKTUBHOCTH TCHOMHON MEIWIIMHBI YMECTHO IOCTa-
BUTH B CBETE UHBIX ()OPMYITHMPOBOK OMOITUYECKHUX MPUHIIUAIIOB. B naH-
HOM TJIaBe Mpejiaraercsi BApUAHT IMOCTAHOBKU TAaKOTO BOIPOCA Yepe3
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COOTHECEHHEe MpHHLUNA OnaronesHus yepes nosepue (beneficence-in-
trust) [1], npexnoxxennoro . [lemerpuHo, U MPUHIMNA CIPABEIIH-
BOCTH B €ro mHpokoM TonkoBanuu P. Butuem [5]. KonnenryansHoe
COIOCTaBJICHUE ITUX PETYJSATHBOB, HauaToe camuM P. Butuem, moxer
NPENCTABIIATh 3HAYUMBIC MEPCIICKTHBBI ISl ONEpPalluOHAIBLHOTO MPHU-
MEHEHHUSI OMOITHYECKUX MPUHIIMIIOB B KOHTEKCTE T€HETHYECKOTO KOH-
CYJIbTUPOBAHUSL.

B cnenyromem pasnene Oyner paccMOTpeH Hanbolee MmoKa3aTeb-
HBIIl THKO-TIPABOBOW Ka3yc, OTPaKaIOIIHMi pacCMaTPUBAEMYIO B TJIaBE
OMOATUYECKYIO CTICH(PUKY MEAUIIMHCKON TeHETHKH, a TAK)KEe PacKpbl-
BAIOIIMI CYIIECTBYIOIINE CIIOCOOBI €€ MHCTUTYLMOHAIBHOW HWHTEp-
nperauy. 3ateM OyayT MpOaHAIU3HUPOBAHBI PA3IMYHBIC KOHICNITYalb-
HBIE MOJXO/IbI K COOTHECEHHIO OJlara M aBTOHOMUH M UX PUIOKEHUE K
TCHOMHOW MEIMIMHE. B 3aKITounTeNbHBIX pas3jenax IaBbl OyneT
NPEIUIOKEH BapHaHT TOJIKOBaHHS OMOITHYECKOW CHEUU(HKH TeHETH-
YECKOr0 KOHCYJIbTHPOBAHHUSI Yepe3 COOTHECEHHE JPYTUX MPUHIHUIIOB
(bnaromesHMs Yepe3 JOBepUE U MPUHIIMIIA CIIPaBeUIUBOCTH). Onpene-
JeHHas (opMa COOTHECEHHUS ITUX IMPUHIMIOB OyIEeT pacKphiTa Kak
OJIMH W3 STHYECKU BAJIUIHBIX KPUTEPHEB KOMMYHHMKATHBHOTO yCIeXa
KOHCYJIbTHPOBaHHSL.

ABTOHOMHUSI IPOTHUB 0J1ara CeMbH:
3THKO-TIPABOBOI Ka3yc1

B 2017 r. B AnemnsamuoHHOM cyje AHMIHM OBUIO PacCMOTPEHO
MEepBOE AEN0 O HepasriallleHUH T'eHETHYECKUX AaHHBIX POACTBEHHU-
kam marmeHTa. Cyj cuel, 4To Jedamnye Bpadd ObUTH 00s3aHBI CO00-
LIUTH O HACJICACTBEHHOM 3a00JIeBaHUH MAIEHTA €ro JT0YepsiM, YTOObI
T€ B CBOIO OYepeb MOIJIM MPEAOTBPATHTH Mepeaady dTOi MaToIoTuu
CBOMM JieTsiM. B coolmiecTBax Bpaueill, IOpUCTOB M CIICLHUATIUCTOB I10
OMO3THKE W TIO Ceil JICHb MPOJOIKACTCA 00CYXKIeHHE 0003HAUCHHBIX
STUM PEIICHHEM HOBBIX TPaHUI] KOH(GUACHIIUAIBHOCTH ¥ HOBOTO TIO-
HUMAaHUS MalMEHTCKONH aBTOHOMUH.

[NaruenT, yOuBIIMI CBOIO KEHY, HAXOMWIICS HA TPUHYAUTEIEHOM
ncuxuarpudeckoM sedenuu [6]. B 2009 r. ero nevamiue Bpauu ycTaHO-
BHWJIH, YTO OH CTpaaeT 0one3Hb0 XaHTHHTTOHA (Xopeei [ eHTHHIToHa) —

! anmerit kazyc Obut omucan C.1O. IlleBuenko mns caiita Llenrpa npaBa u 6uo-
9TUKH B chepe FeHOMHBIX HCCIICIOBAHUH M NMPUMEHEHHS TCHETHYECKUX TEXHOIOTHI
MTIHOA. — URL: https://clb.msal.ru/Kkgreatbritain/
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CEphE3HBIM HACJICICTBCHHBIM HEBPOJIOTMUYECKUM 3a00JIEBaHUEM, IIPO-
SIBJITFOIIIUMCS B HEKOHTPOJIMPYEMBIX JBIKCHUSX U MPOTPECCUPYIONIEM
pacctporictBe ncuxuku. OOBIYHO CHMIITOMBI 3TOTO 3a00JIeBaHUS Ha-
YUHAOT TPOABIAThCS Mexay 30-m u 50-M romaMu >KW3HH, IO ATOTO
YEeJIOBEK CUMTAeT CceOs 30POBHIM. MEAWKH TPEIIOKUIHN TMAI[HCHTY
MPOMH(POPMUPOBATH JOUYEPEH 0 BOZMOXHOM HAIMYHH y HUX TTaTOJIOTHH,
OJTHAKO TAIMEHT OTKa3aJcs. Bpauu, OpueHTUPYSCh Ha 3TUKO-TTPABOBHIC
TpeOoBaHUS COONIONCHUS KOH(MUICHIIMATBLHOCTH, COTJIACHIIUCH WC-
MOJIHUTH €T0 PEIICHHUE.

Bone3snr ~ XaHTHHrTOHA  HACHEAyeTCS IO ayTOCOMHO-
JOMUHAHTHOMY THITY, T.€. BEPOSTHOCTh TOTO, YTO KaXKJas U3 Jouepeit
Toxke Oyzer crpanarhk ot Hee, cocraBisieT 50%. B 2010 r. y ogHo# U3
nouepeit poauiics peOeHOK, KOTOPOMY OHA TaKKe MOTJIa TIepe/iaTh Ia-
TOTCHHBI TEHETWYECKHI BapHaHT. Yxke Oyayunm OepeMeHHOH, oHa
CIIy4aliHO y3Haja OT JIeYalluX Bpadel OTIa O TOM, YTO y HEe MOXKET
pa3BUThCs 00JE3Hh XAHTUHITOHA. 3aTeM OHa 00paTUiIach C UCKOM B
Bricokuii cyn, 0OBUHSS Jedalnmux Bpaded OTIa B MPEHEOPSKSHUH TIPO-
(heccrOHaTBHBIMH O0SI3aHHOCTSIMH 10 OTHOIIICHHUIO K HEH U e CecTpaM.
B 2015r. cynpu orkioHmw M 3ToT ucK. [Ipy 3ToM OHUM AeHcTBOBAIM
BIIOJIHE B TPAJUIUSAX aHTJIMHCKOTO MPaBOCY/IUS, COUTS, U4TO «Ipodec-
CHUOHAJIbHBIE 00SI3aHHOCTH» BO3HUKAIOT TOJIBKO B PaMKaX OTHOIICHHI
Bpay — nauueHT [7, p. 113].

OpHako IByMs TOAAMH TI03)Ke ATICIUISIIMOHHBINA CYJ 3aHSUT CTOPO-
Hy UCTHIIBI, COCJIaBIIUCh HA TO, YTO, KAK MUHUMYM, UPPAIIIOHAIBHO
OBLTO OBI, yBaXkasi aBTOHOMHIO MMAIIMEHTOB U UX KOH(UESHIINAIEHOCTS,
B TO K€ BpEMs JIMIIATh WHBIX U3BECTHBIX BpPauy MHIUBUIOB JIOCTYIA K
TO MHGpOPMAIVK, 03HAKOMHBIIKUCH C KOTOPOH, T€ MOIJIH OBl CTaTh
nareaTamu [6]. To ecTh MHTEPECH POJCTBEHHUKOB MAIMCHTA B JIaH-
HOM CJTyYae 3HaYMIM HE MEHbIIIE, YEM €ro aBTOHOMHUS M MPaBO HA CO-
XpaHeHue BpaueOHON TaliHBI.

I'enepanbubiii Menunmuckuii coBer (General Medical Council) —
OpTaHM3alKs, OCYIIECTBIIAIONIAS KOHTPOIh 332 paOOTHUKAMHU 3IIPaBO-
oxpanenus: B CoenuHeHHOM KOpONEBCTBE, CUMTAET, YTO COXPAaHCHUE
BpadyeOHOM TaifHBI SBIISCTCS OOIIMM IMPABUJIOM, U3 KOTOPOTO, TEM HE
MeHEee, BO3MOXHBI HCKITFoueHHs [8]. DTH UCKITIOUUTENbHBIC CUTYAIlUH
BO3HMKAIOT MPU HAJMYUK TPEX YCIOBHUIA: 1) caM MaIlUEHT OTKA3bIBACTCS
pasriacuth WHpoOpMaIHio; 2) MOTEHIIHANBHO U3BECTHBIN Bpady uemno-
Bek (identifiable person) moxBepraercst pucky u3-3a HepasrialleHUS;
3) pasriaiieHne MOXET MOMOYb MPEIOTBPATUTH 3TOT puck [9]. men-
HO Ha OCHOBAaHHMH JITOTO IMPaBWJIa BPad-BEHEPOJIOI MOXKET HAPYIIUTh
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KOH(HICHIMATBHOCTh TTALIMEHTOB, TPEAYNPEeKaas UX CYNpyroB O
pHCKEe 3apa3uThcsl 3a00JICBaHUEM, HEPEHAIOMIUMCS MOJOBBIM ITYTEM.
OmHaKo 1o ceil IeHb He CYIIECTBYET CIIOCO0O0B JieueHUs O0lIe3HH XaH-
TUHI'TOHA C JO0Ka3aHHOH >¢ddekTuBHOCTRIO. HO B maHHOM ciydae
ATIEUISIIMOHHBIA CyIl COTJIACHIICS C TE€M, YTO BaApPHAHTOM MHHHUMU3A-
IIMH BpE/ia MOIJIO CTaTh IPEPHIBAHUE T0YEPhI0 OEPEMEHHOCTH B CITy-
Yae HAJIMYMS Y TUI0JIa TATOTCHHOT0 TeHETUYECKOT0 BapyuaHTa.

KoH(puuKT Mex1y KOHOUICHINAIBHOCTHIO TEHETHYECKOH HH(Op-
Malu¥ MAlMeHTOB U BO3MOXKHBIM OJIarOM MX POJICTBEHHHKOB OT pa3-
TJIAIIeHHs STHX JaHHBIX — OJIHA U3 TJIaBHBIX 3THKO-MIPABOBBIX MPOOIEM
MEIMIUHCKOH TeHeTHKH. Pelenne ANnesImuoHHOTO Cy/a BIIEPBHIC B
paMKax aHTJIHMHCKOTO MPaBOCYAUS MPU3HAET, YTO CEMbs, a HE OTACb-
HBIH MAIMEHT SABIISETCS CyObEKTOM, MO OTHOIICHHIO K KOTOPOMY Bpay-
TEHEeTHK HeceT mpogeccHoHalbHbIe 00s3arenscTBa. Kpome Toro, aTo
pelieHre onupaeTcs Ha HeIaBHO BBEICHHOE B ATHKO-TIPAaBOBOW 000POT
MOHSTHE KPEJISIIUOHHAS aBTOHOMHSI» — aBTOHOMHSI, OCYILIECTBIIIEMas B
KOHTeKcTe oTHomieHui (relations) mHamBMma ¢ ApyrMMHU JTIOJBMH U
COLMAIILHBIMH TPYIIIIAMH.

[ToHsiTHE aBTOHOMHH, CTaBIICE OJAHUM M3 IICHTPAIBHBIX B OMOITH-
Ke, J0JITOe BpeMsi ObUIO TPHHATO TPAKTOBATh HCKIIOUUTEIBHO Kak
NpOsIBJICHHE (PYHIAMEHTAJIBHOTO MPaBa YeIOBEKa «OBITh OCTaBICHHBIM
B nokoe» [10]. To ecTb aBTOHOMHEIH MOKET 00JaIaTh TOIBKO OTIEIb-
HBII YENIOBEK, @ €r0 OCHOBHBIM CTPEMIJICHHEM CUYHMTAJIaCh MaKCHMH3a-
ust coocTBeHHoro Oinara. Kputuka nHauBHIyanu3mMa B paMkax (emu-
HUCTCKOH STHKH TpUBENa K TOSBICHUIO KOHIECIINH <PEISIUOHHOMN
aBTOHOMHUI». COITIACHO ATOW KOHLICMIMHU JFO00H YeIOBeK BCera BIIH-
CaH B CUCTEMY COIIMAIIBHBIX CBSI3¢H, MPEATIONATalONINX, CPEAU IIPOYETO,
HAJIMYUE STUYCCKHX 00S3aTeNbCTB Iepel APYrHMH JIFoabMu (pekie
BCEro WICHAMH CEMBH), a TakkKe MICHTU(DHKAIMIO ceOsl ¢ ONpe/ieieH-
HBIMU COOOILECTBAMH  (S3bIKOBBIMH, AITHHYECKHMH, PEITUTHO3HBIMU
u T.11.) [11]. BruosTHYeckoe UCTONKOBAHUE ATOTO TOHATHUS CBOJHUTCS K
JIBYM OCHOBHBIM MOMEHTaM. Bo-TepBBIX, MalMEHThl MOTYT IEpPEKH-
BaTh NPOSIBIICHUS OOJIC3HU M U3BECTHE O CEPhE3HOM JTHAarHO3€ BMECTE C
4jJeHaMH ceMbH. VX TpUCYTCTBHE BO BpEMsl IMPUHSTHS DPCEIICHUS
0 TaJIbHEHIIIEM JICYCHUH MOXKET HE yIpoXKaTh aBTOHOMHU IMAIMCHTA, a
HA00O0pOT, MO3BOJSIET OCYIIECCTBUTH €€ B MOJHON Mepe. Bo-BTOpBIX,
HEKOTOpBIC 32a00JIeBaHMs MOT'YT MTOJIBEPTaTh PHUCKY POAHBIX U OJIM3KUX
nanuenTa [12]. HacnenctBeHHoe 3a0oneBaHUEe — UMEHHO TaKOHM CITy-
yaii. [To MHEHHIO ANEIUIAIMOHHOTO cyna, chepa npodhecCHOHAIBHOM
KOMIICTEHIIUH Bpayel MpOJI0IDKACTCs TaM, TJe UMEIOTCS MEHIIMHCKHE
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PHCKH, CBSI3aHHBIC C OTKa30M IAalMEHTa COOOIIUTH JTOYEpsSM O CBOEH
Oomnesnu [6].

OIHAaKO HCIOJB30BAaHHE CYIOM TIOHATHUS «PEISIMOHHAsT aBTOHO-
MUS» TIOCTAaBHJIO HOBBIC BOIPOCHI B cepax KIMHHUYECKON MPAKTHUKH,
TEOPETHYECKOW OMOATUKM M MEIMIUHCKOro mpasa. [IpakTudeckue
npoOJieMbl CBSI3aHBI C TEM, YTO Ha Bpayeil Bozjaraercs oO0sS3aHHOCTD
CaMOCTOSITEIIBHO OIPEACIIATH, MMOJBEPraroTCs JIM HEKOTOPBIC MHIHBU-
IbI PUCKY M3-32 HepasriialleHus auarsoza. CaMuM BpayaM BO MHOTOM
HE SICHO, KaKOBa JIOJDKHA OBITh CTENEHb PHCKA, Ul TOrO YTOOBI IPH-
3HATh pasrijamieHHe OOOCHOBAaHHBIM, M TJie, COOCTBEHHO, MPOXOMST
rpanunpl cembu [13]. BkitouaTs 1 B Hee JBOIOPOJIHBIX, TPOIOPOIHBIX
cecTep U OparbeB manueHta? Tarke HE SICHO, KTO M KaK JIOJDKEH CO-
00LIaTh POJCTBEHHHKAM O JMArHo3e B TOM CIlIy4ae, CIHM MalieHT OT-
Ka3bIBaeTCsl CleNaTh 9TO caM. [, HakoHel, Kakoe Obl pelieHHe HH
NPUHSJIA BpayH, OHH BCE PaBHO PUCKYIOT OBITh MPUBJICYCHHBIMHU K OT-
BETCTBEHHOCTU. B ciiydae pasriaiieHusi Bpad MOXET OBITh MPUTOBO-
PEH K KOMIICHCAIIMH Bpe/a MalMeHTy 32 HapyIICHUE KOH(PHICHIIHAIb-
HOCTH, B Clly4ae HEpasIJIAllIeHUs] — OTBEYaTh 3a Bpel, NPHUYMHCHHBIN
POJICTBEHHHMKAM MalreHTa. Bpadu, ObIBIIME OTBETYMKAMH B paccMaT-
pHBaEcMOM aHTIIMHCKUM ANEIUISIIUOHHBIM CYIOM JEJIe, TAKKE YKa3bIBa-
JM Ha HaJIM4YMe KOH(IMKTYIOMMX 00s13aTenbCTB. OHAKO CYbH COUIIH,
YTO MPABOBOE PEryIMPOBaHKUE JOJDKHO JIBUTATHCS B OJHOM Harpasiie-
HHH, O0JIee OPUESHTHPOBAHHOM Ha MHTEPECHI YWICHOB CEMbH ITAIlICHTOB
[6, p. 130].

OnmHako cama Takas OpUEHTAIMs BBHITVIAIUT BECbMa HEYETKOM.
OmpeneneHus: «pesIIMOHHON aBTOHOMUM» OOJBIIEH 4acThiO OrpaHu-
YHUBAIOTCS KPUTHKOW WHAWBHIYAJMCTUYECKOTO MOJXOAa K ITHKE H
npaBy M NPU3HAHUEM HEOOXOJMMOCTH «IPUHMMATh BO BHUMaHHUE CO-
[UaJbHBIC OTHOWICHUS» [14]. DTH mpakTHYeCKHe W KOHLENTYyalbHbIC
TPYJHOCTH BOCKPECHJIM JUCKYCCHH O BO3MOXXHOCTH PasHOTO ITHUKO-
MPaBOBOTO PETYJIUPOBaHUS TEPCOHAIBHBIX U «CEMEIHBIX» JAaHHBIX B
pamkax MemuuuHckod reHeruku [15]. Ilpenmonaraercs, 4to Takoe
pa3IueHUE TIOMOXKET 0003HAYHUTh OONiee YSTKUE OTHOILICHUS MEKIY
VHJIUBHYaJIbHBIM TIPaBOM Ha KOH(HICHIUAIBHOCTh U HWHTEPECaMH
POZICTBEHHHMKOB narmenTa [13].
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OO0mmii B3rasia Ha KOHQJIMKT NPUHIHMIIOB
Os1aroesiHust U ABTOHOMMH

CTONKHOBEHHE TTPUHIIUIIOB 0Jaro/iessHUsl 1 aBTOHOMUH HE CIICIHU-
(DUYHO TSI METUITMHCKON TEHETUKH, OJHAKO MMEHHO B paMKaxX 3TOH
00JIacTH MEAWIIMHBI OHO MOXKET MPOUCXOJIUTH Cpa3y B JIBYX ILJIOCKO-
cTsaX. Bo-mepBhIX, yBakeHHUE aBTOHOMHUH TAlMEHTa MOXKET MPOTHUBO-
PEUUTH TOCTHIKEHHIO MaKCHMAJILHOTO OJiara JUIs 3TOTO e WHIUBUIA.
Bo-BTOpBIX, COONMIONIEHHE MEAMIIMHCKON TalHBI, MTPOTUKTOBAHHOE
MPUHIIAIIOM aBTOHOMHHU, MOXKET HE TPOTUBOPECUYUTH OJIATOACSHUIO B
OTHOIIIGHUH KPOBHBIX POJCTBCHHUKOB IalMeHTa. B COBpeMEHHOM
OMO3THKE HAPSAY C MPOOIEMOI KOHKPETHOTO MPUMEHEHHUS PUHIIUIIOB
ABTOHOMHH U OJIATOJICSIHHSI aKTUBHO OOCYXITAIOTCS M TEOPETUYECKHIE
BOMPOCHI TIEPECCUCHUN W MPOTHBOPSUUN MEKIY COACPKAHUEM 3TUX
MIPUHIIATIOB.

Wzpaunbckwuii criermanuct o ouostuke [lnomo Kosn mpemmoxen
JIOBOJIEHO MPOCTYIO CXEMY, CUCTEeMAaTHU3HPYIOIIYI0 (pyHIaMEHTaIbHbIC
IHMCKyccHU 00 aBTOHOMHHU M OmaroxesHun [16]. OH mpemtoxun Tpu
MOJICJIA OTHOIICHUH MEKIy ATHKO-TIPABOBBIM COJCPKAHUEM DTHX
npuHIUIIOB. COrJacHO MEepBOH, TUCKPETHON, MOACTH 3HAYCHUS MTPHH-
LHUIIOB OJIAroJesHus ¥ aBTOHOMHHM ITOJIHOCTBIO HE3aBUCHMBI. To ecTh
MOKHO JienaTh 0Jaro, He OpUEHTUPYSICh HA aBTOHOMUIO TAI[UCHTA, U
Ha000poT. CyTh MPOOJIEMBI, TAKHM 00Opa30M, CBOJTUTCS K YCTaHOBJIC-
HUIO WEpapXy¥ TPUHIUIOB I KOHKPETHOTO TWIA CHTyanwid. Tak,
MEHEe KOMIICTEHTHBIE IMMAIIMEHThI HYXXIAIOTCS B OPHCHTAIMM Bpada
(koHCYNMBTaHTa) HA MPUHIMI OJarofesHus, Ooliee KOMIETCHTHBIC
MPEIIOYTYT OOJNBIINH aKIIEHT HA ABTOHOMHH — COOJIOICHUY WX TIpaBa
MPUHUMATH CAMOCTOSITEIILHBIC PEIICHHUS.

Bropasi, monmyauckperHas, MOHIENb MPEAIONiaracT yder OJHOTO
MPUHIIATIA TIPU CJICAOBaHUU ApyroMy. Bo MHOroM cieoBaHue 3TOM
MOJICTT 3aUMCTBYET METOJbI COlMaNbHOro moaTamkuBanus (nudge),
OPUEHTUPOBAHHBIC HA 3TUYECKHE YCTAHOBKH «IHOEPTapHAHCKOIO Ma-
TepHanu3Ma» [17]. CorsacHo 3TOM MOJEH, CTPEMUTHCSA K MAaKCHMH3a-
1uu Onara JJis MAlMEHTOB C YYETOM MX aBTOHOMHHU MOXKHO, CO37aBas

! OcHOBHBIC apryMEHTHI 3TOTO M CICAYIOLIEr0 Pa3eioB H3/IO0KEHB! B IOATOTOB-
nennsix C.IO. lleBuenko wactsix B crarse: [llesyenxo C.IO., Lllkomosa E.M. Ipun-
LUIAJIUCTCKUI MOAX0J K OMOITHYECKOW periaMeHTal I'eHETHYECKOr0 KOHCYIIBTH-
POBaHUsI ; KAPTUPOBaHKE MPodIIEM U Mojenel ux pemenus // Becraunk PYIH. — 2021, —
T. 25, Ne 1. — C. 198-213. (Cepwust: FOpummaeckue HayKHm).
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BOKDYT HUX «apXUTEKTypy BeIOOpa». Hampumep, B pamkax mporpamm
NpoQUIAKTHKH Hauboiee paclpoCTpaHEHHBIX 3a00NEeBaHUM MOXHO
pacchlIaTh JIOASIM NPUTTIAIEHUS Ha METUILIMHCKUI OCMOTp C YCTaHOB-
JIeHHOH maToi u BpeMeHneM. [Ipennonaraercs, 4To MHOrUM OyJeT Jierde
MIOCETUTHh KIMHMKY, YEM CBS3BIBATHCA C HEHM pajy OTMEHBI WIH Iepe-
Hoca BU3UTa. IHBIMU ClIOBaMU, OIS, IPEAIIoararoas JOCTIKEHU e
MaKCUMaJIbHOTO OJiara, ycTaHaBIIMBAETCS Kak BBIOOP IO yMOIYaHUIO.
[Ipu sTOM NH1I0 HHPOPMHUPYETCS U O APYTHX BO3MOKHOCTSIX.

B Tperbelt, HeaMCKpeTHON, MOAENM aBTOHOMHSI W OiaronesHue
paccMaTpuBalOTCs Kak HEOOXOAWMBIEC YCIOBHS OCYIIECCTBICGHHUS APYT
npyra. C ogHOM CTOpOHBI, HUKTO HE MOYKET 3HATh LIEHHOCTH W Mpel-
MOYTEHUS MAlMEHTOB JIyYIlle HUX caMuX. To ecTh 6Jaro ocyImecTBUMO
TOJIBKO 4Y€pe3 OpUEHTAIMI0 Ha aBTOHOMHIO. C Ipyroil CTOpPOHBI, i
MEIMLIMHBI XapaKTepeH pAll CUTyallil, B KOTOPHIX BO3MOKHOCTH pea-
JIU3alUy aBTOHOMHMH OKa3bIBAIOTCS HETIPO3pavyHbIMU. Peus Haer B ToMm
YHCIIe O MAIlMEHTaX ¢ OTCYTCTBUEM MIIM HapyIIEHHEM CO3HaHUS.

Kaxk m guckpernas, naHHass MOAENIbh MO3BOJSET OTAATH OJHO3HAY-
HOE TICPBEHCTBO ONarofiessHUIO WM aBTOHOMHU. Ho yxke He u3-3a
OOMNBIIEro IEHHOCTHOTO 3HAUYEHHSI OTHOT'O U3 IPUHIIMIIOB, & UCXOAS U3
MEXaHHUKH OCYILECTBIICHUSI 000MX MPUHIIUIIOB.

buaaro, aBToHOMUS 1 NHAUBUAYAJBbHOC IPAaBO HE 3HATDH

B menom, tpu monmenu KosHa MoOryt OBITH MOMENICHBI B OOIIMIA
KOHTEKCT TOJIMTUYECKHX, NMPABOBBIX M STHYECKHX J1e0AaTOB O COOTHO-
IICHUSAX CBOOOJBI BHIOOpA M CIIPABEIJIMBOCTH, PEATM3YEMBIX Yepe3
HanpaBjeHHOe Ha Ojaro BHemHee BMemarenbcTBo [18]. Omnako B
KOHTEKCTE COBPEMEHHBIX, BBICOKOTEXHOJIOTUYHBIX ~ MEIUIIMHCKHX
NPaKTHK JaHHBIC MPOOIEMbl BO3HHKAIOT B 0co00M Kirode. Tak, B MH-
JIMBUIYyaTbHOM HW3MEPCHHH KOH(DIMKTA ONarofesHuss W aBTOHOMHHU
NPOTHUBOPEYUS] BOHUKAIOT B OCHOBHOM BOKPYT IIpaBa HE 3HATh — HE
HOJTy4aTh MEAUIMHCKYIO HH(OPMAIHIO 0 COOCTBEHHOM reHome. Jluc-
Kyccuu 00 3TOM IIpaBe 00peTaroT 0co00e 3HaYEHHE B CBETE MEPBOH U3
BBIJICJICHHBIX BHaYaJle 0COOCHHOCTEH MeHETUUECKUX JAHHBIX: X OTHO-
IIeHWe K Oynmymiemy WX oOnajzareneld WM K HEW3BECTHOMY IUISl HUX
HPOLLIOMY.

C omHOW CTOPOHBI, aBTOHOMHUSI MpEAIoaracT NHGpOpMUpOBaHUE
0 TOM, 4YTO pa3yMHBIN 4enoBek (reasonable person) xoren Obl 3HATH B
JTaHHBIX OOCTOSTENbCTBAX, CJICHAOBATENBHO, s 00s3aH OBITH MPOMH-
dopmupoBan» [19]. Takas o0s3aHHOCT Bpaya MpeNOCTaBUTh WHPOP-
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MaluIo MPEANOoNaraeT co CTOPOHBI MalMeHTa O0S3aHHOCTh 3HATh O
HACIICACTBCHHBIX PUCKaX. B TO ke BpeMs aBTOHOMHSI ITALIUEHTA MOXKET
Ipenoiarath U MpaBo HE 3HATh O HACICACTBCHHBIX PHCKaX, 3aKperl-
neHHoe B KOHBEHIIMM O mpaBax 4YelloBeKa M OMOMEIHIIMHE U PACKpPbI-
TOE B OTHOUICHHHM K MEIULIUHCKOW T'€HETHKE B MOCIEAYIOMINX KOM-
menTapusx Cosera EBporsl k aToMy nokymenty [20].

«[IpaBo He 3HATH» OOBIYHO OOCYKIACTCS MPUMEHHUTEIBHO K TaK Ha-
3bIBAEMBIM CITyYaiHBIM HaXOJKaM, T.€. K TOH MH(pOpMALUH, KOTOpasi He
Kacaercsi IpeMera MepBUYHON METUKO-TEHETHYECKOH KOHCYJbTAINH.
«CiyyaiiHble HAXOAKU» MOTYT CBHJETEILCTBOBATH O HACIIECTBEHHBIX
pHCKaX, KOTOpbIC MAIlMEHT WM BPa4y-TEHETHK HE MOTJIM TPEIIoio-
KUTh UCXOMS M3 aHaJHM3a POAOCIOBHOM MAalMEHTA. 3a4acTyl0 BaJIH/IH-
POBaHHBIC CPE/ICTBA CHIDKCHHUSI TAKMX PUCKOB IMOKA HE CO3JaHBI, HO,
UCXO/s M3 00X OMOMEIUIMHCKHX 3HAHUH, CYMTACTCS, YTO OOIIme
M3MEHEHUS B 00pase KU3HU CIIOCOOHBI 0Ka3aTh HEKOTOPOE BIMSIHUE HA
00YCIIOBIIGHHBIE HACJEICTBEHHOCTHIO TAaTOJOIMYECKHE TPOLIECCHI.
Bmecte ¢ Tem oOnaganue Takod nH(OpMauein MOXKET OBITh IS JIHLA
HEXEJIaTebHBIM, UCXOMS U3 TOTO, YTO aKTYaJbHBIH ICHXOIOTHY ECKUI
yiepO OT ee MOJydeHUs] MOXKET OBITH OOJIBIIE TTOTEHITNAIBHOTO OJara
OT ee ucronb3oBanus [21].

EBponeiickas 1 amepukaHCcKas TpO(ecCHOHAJIbHBIC aCCOLUAINU
Bpayeii-reHETUKOB MO-Pa3HOMY CMOTPST Ha STHYECKOE PEryIHPOBAHUE
BOMPOCA O CIAYYaWHBIX HaXOAKax». AMEpUKAHCKas KOJJICTHs MEIu-
IIUHCKOW TEHETUKU M TCHOMHKH CYUTAeT, 4TO OJIaro MalyeHTOB, MX
POJICTBEHHHMKOB TI03BOJIICT COOOLIATh MH(OPMALUIO O BO3MOXKHBIX
TEHETHUYECKUX PHCKaX, He 3ampoulieHHyro namnuentamu [22]. To ects
JENaTh 3TO 110 YMOJYAHHUIO, €CJIH MAMEHTOM HE BBIPAKCHO HEXKETaHNE
3HAKOMUTBCS € 3THMH cBefieHusmu [23, p. 68]. EBpomneiickoe o0miecTBo
MEIMIMHCKOW TeHETHKH, HAIPOTUB, MPUACPKUBACTCS 00JIee PECTPUK-
TUBHOTO 1MoJxoja. Ero pekoMeHanum npeanonaraloT 00CyKaeHue ¢
MAIMEeHTOM TOJBKO Y3KOTO CIEKTpa IeHETHYSCKHX BapHAaHTOB, CBS3b
KOTOPBIX C HACJICICTBEHHBIMH MATOJIOTUSIMH XOPOILO n3ydeHa [24].

Psin eBpormeiickux CHEIMaIMCTOB 1O OMOITHKE pacCMaTpHBAIOT
00s13aTenbHOE COOOIIEHNE HE3apOIICHHOW T'eHeTHYecKor HHpopma-
IIMH WK €€ COOOIICHHE 10 YMOIYaHUIO KaK (DOPMY «TEXHOJIOTHYECKO-
ro natepHaim3ma». Takoe yliemiieHHuEe «rpaBa HE 3HATH» OHH CBS3bI-
BAaIOT C MPOU3BOJIBHBIM CY)KCHHEM IOHATHI palliOHAIBLHOTO BBIOOpA U
Onara [25]. B camoMm kpaiiHeM cilydae Takasi JOTHKa IO3BOJISIET OCY-
IIECTBUTH TO, YTO HE MpeIyCMaTpUBacT HU ofHa u3 monenei KooHa:
OTOXKIIECTBIICHUE «IIPABUIILHO OCYIIECTBICHHOH aBTOHOMHU» ¢ 0e€30-
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TOBOPOYHBIM MNPUHATHEM I000H MeZ[PILIPIHCKOI;’I MMOMOIIU KakK HaWiIy4d-
e CTpaTerun JOCTUXKCHUSA Onara.

baaroagesinue yepes3 10BEpUE U IIPUHIMII CIIPABEAJIUBOCTH

B ompeneneHHON cTeneHM BIUCHIBAHME ABTOHOMHUU B KOHTEKCT
OnarofestHUsl XapakTepHO IUid mpeiyioxkeHHod . IlemmerpuHo KoH-
uenuuu OnarofesHust uepes nosepue. llemierpuHo, Bpau U KpynmHew-
LIM{ TIPEICTABUTEINb KATOIMYECKOH OMOITHUKH, CUUTAI, YTO €TI0 B3TIISAIbI
MpUHAANEXKAT K TUIIIOKPATOBCKOW Tpaguuuu. Paccyxaenus od sTuue-
CKUX pEryJlsTUBax OH Ha4yMHaJ HE C TOJIKOBAHHS MPaB U BO3MOMKHBIX
WHTEPECOB MALMEHTa, a C PACKPBITHs LeNed T000i MeAUIUHCKON
MpakTUKH. Llenpio u cMbICIOM B3aMMOIEWCTBYS Bpaya M MalMeHTa, 1o
ero CJIoBaM, BO BCE BpeMeHa SIBJIETCS] IPUHECEHHE MalueHTy Oara —
KaK cOOCTBEHHO MEIMIIMHCKOr0, TaK ¥ MOPAJIBHOTO U JIa’Ke TyXOBHOTO.
Takoe menenonaraHie — BHyTpeHHEE CBOWCTBO METUIIMHEI, 0€3 KOTO-
poii Ta mepecraer ObITh coboit [26, p. 562-563]. lannyro popmy LeH-
HOCTHOTO dCCeHIMan3Ma MeanuuHbl [lemnerpuHo ¢popmynupyer, ot-
TaJKHUBAsACh OT ApUCTOTENEBCKOTO IMOHMMAaHUs Onara Kak KOHEYHOMH
Leny JI000ro Buaa NeaTensHoCTH. BMecte ¢ TeM ocoOblif MapmpyT B
JOCTHKEHUHU 3TOro Onara 4epe3 MPOMEXKYTOYHBIE HEIH COCTaBIAeT
0COOEHHOCTh KOHKPETHOTO BHJA MPAKTHUK. 1O €CTh CYIIHOCTh MEIH-
LIUHBI COCTOUT B TOM, 4TO OJIaro JOCTHUTAETCs MPHU BCTPEUE KHU3HEH-
HBIX MUpPOB» Bpada U MalMeHTa U B paMKaxX 3TOW BCTPEUM YA3BUMBIN
MAIMEeHT UILEeT IOMOILM U HcueneHud. 3aech llemnerpuHo nemaer mar
OT dCCeHIHan3Ma K (OPMYTUPOBKE BHYTPEHHETO XapakTepa 3THYe-
CKUX PEryJiTHBOB MEIMLHMHBI — YK€ ¢ omnopoil Ha A. MakuHTaiipa.
[Mocnenuuii cumraer, uro iro0asi MpaKTHKa ONpeneseT YHUKaIbHOEe
MOHUMaHue ao0poaeTeneii ee ydactaukos [27]. [To MakunTaiipy, wc-
TOPHYECKOE HM3MEHEHHE TMPAaKTHKH O3HayaeT nepedOpMYIHUpOBKY ee
MOpAJIbHBIX PEryaATUBOB, HO IlemnerpuHo cuuTaer, 4To CYLIHOCTh
MEIMIUHBI OCTaJach HEM3MEHHOH co BpemeH ['mmmokpata [28]. [pu
9TOM JIOBEpPHE MEXKIY BpauoM M NalMEeHTOM Bcernaa ObUIO HEeoO0XOnu-
MBIM YCJIOBHEM JJISl TOCTIKEHUS OJIaronorydus MOCIETHErO.

Cytb 3T0r0 Onarononyunst [lemaerpuHo MoXeT OBITh PacKpBITO B
paMKax yHUBepcalbHOW (HOpMyIbl, BeOb MAalKMEHTH CaMH HILYT MO-
MOIIH B Pa3pelieHny NpodiieM — n30aBieHusl OT OONH, MEIUIITHCKUX
PHCKOB, ncnpasieHus qucynkuuii opraamzma. U IlennerpuHo npen-
JlaraeT 4YeThIPEeXypOBHEBYIO KOHLEMLHUIO MalueHTcKoro Omara. Kax-
JBIM TIOCIEAYIOUINI YPOBEHB TOBJIEET HAJ MPEIBITYLIUM, YETBEPTHII
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0003Ha4YaeT 00JacTh KOHEUHBIX Iieneil win (QyHIaMeHTaIBHbBIX OJiar.
Ecnu Bpau MCHBITHIBACT STHYECKUE 3aTPYAHCHUS, OH JIODKEH MBIC-
JICHHO TIOHSTBCS TIO JIGCTHHIIE 3TUX YPOBHEH, U3MEHsSI CBOE MEpPBO-
HayaJlbHOE PEIICHUE B COOTBETCTBUH C 00Jee BBICOKOMOPSIKOBBIMH
HesIMA M IIGHHOCTSIMU. Ha repBoM ypoBHE Bpay CTaBHT BOIIPOC O
OMOMEIUIMHCKOM OJiare mamyeHTa, Ha BTOPOM — O COOCTBEHHBIX
MpENCTAaBICHHUSX TalKeHTa o Oiare (3TO BOMPOIIAHWE MOKHO CUUTATh
aHaJIOTUEH BKJIFOUCHHUS MPUHIMIIA aBTOHOMHU B KOHTEKCT OJjaropes-
Hust). Tperuii ypoBeHb paccMaTpuBaeT 0Jiaro MalueHTa Kak JIMYHOCTH,
OpUEHTHPYS Bpaya Ha COXpaHEHHE TeX CIIOCOOHOCTEH U (pyHKIMI opra-
HHM3Ma, KOTOPbIe 00YCIIOBIMBAIOT BO3MO)KHOCTh MBICITUTh M IIPUHUMATh
perienus. YerBepThiil YpOBEHB CBSI3aH C BOIPOLIAHHEM 00 a0COITIOTHOM
Onare, cMbicIie U 1essix xu3Hu namenTa (telos of human life) [26].

Pa3zymeercs, 3CCEHIIMAIMCTCKOE TOJNKOBAHUE DTUYECKHX PEryJsi-
THUBOB, TNpemoKeHHOoe [lemmerpuHo, JIerko OKa3bIBaCTCS MUILCHBIO
IUISL KpUTHKH. YacTh KOHTPApryMEHTOB K €ro MO3UIMH CBs3aHa C OIPO-
BEP)KCHUEM €ro JOMYIICHUS HCTOPHYECKOH HEU3MEHHOCTH «CYTH»
MEIMIUHCKUX MpakTuK. [IoHMMaHue CyTH MEIWIMHBI U €€ HMHCTHUTY-
IIMOHAJIbHAs, COMANbHAs Crelr(rKa HECKOIBKO pa3 Cepbe3HO MEHS-
JHCh B Te4eHHEe BeKOB. CeromHs ManueHThl UMEIOT JIeNI0 HE C OJHUM
BpayoM, a, KaK MPaBUIO, C LENOH KOMAaHIOH CIEHaINCTOB, 3aHATHIX
Pa3IMYHBIMU aCTIeKTaMU JUATHOCTHKY M JieueHus. Kpome Toro, BHyTpU
ATOW KOMaHJIbl CYIIECTBYIOT pa3IM4HbIe 00pa3bl MEAUIIMHCKHUX MPAK-
THUK: MIEIUATpP, PEHTICHOJIOT H XUPYPT T0-Pa3HOMY B3aUMOACHCTBYIOT
C manueHTaMu. TakuM 00pa3oM, BO-TIEPBBIX, TOBOPHUTH O CYIIIHOCTHOM
CIMHCTBE MEIMIIMHCKON MPAaKTUKH HENb3sl, a BO-BTOPBIX, CaMa MEIH-
IIHA SIBJIIETCSl YacThIO 0OJiee MAacIITAaOHBIX COLUAIBHBIX MPOIECCOB,
KOTOpPBIE ONPEIEISIOT ATUYSCKYIO TPHEMIIEMOCTh JCHCTBUI Bpayew.
To, HaCKOIIBKO CHpaBEUTUBEI ONPENCTICHHBIC PEICHHS Bpaya, HeIb3s
ONPENENTUTh BHE COLMAIBHOIO KOHTEKCTa M 0€3 MPUBJICUCHUS BHEII-
HUX JTHYECKHX KPUTEPUEB. DTH KPUTHYECKUE apTyMEHTHI B aJpec
koHIenuu IlemerpuHo copMyupoBaHbl IPYTHM MPOCIABICHHBIM
ouostukom — P. Butuewm [29].

Coxpansist 0003HaueHHYt0 [lemierpuHo OpUeHTALMI0 Ha LETH Me-
JHIMHCKUX TIPAKTHK, @ HE TOJIBKO HA UX ATUKO-TIPABOBBIC OIPaHIMYCHHS,
MOXKHO TTepe)opMyIHpOBaTh €ro MO3UIHUI0 C YYETOM MEPBOTO acleKTa
KpuTHKU BuTya. [la, MEeIUIMHCKHIE MPAKTUKU OOJbILE HE OrpaHUYMBa-
I0TCSl B3aMMOJICHCTBUEM OJIHOTO Bpaya M OJHOrO marueHra. Juarso-
CTHKa, MPOQHIAKTHKA U JICYCHUE HACIICJCTBEHHBIX 3200JICBaHUI Tpe-
OyIOT COIJIAaCOBaHHBIX JCHCTBUI MEXIUCHUIUIMHAPHON KOMaHIIbI
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CIICLMAIMCTOB, C OHOW CTOPOHBI, U MAIIMEHTOB U UX CeMeil — ¢ Jpy-
roif. Ho, 3aMeHHMB WMHAMBHIYaJbHBIX arcHTOB KOJUICKTUBHBIMH, pac-
IIMPUB MPEACTABICHHE O MEIMIIMHCKON MPAKTUKE, ITHYCCKYIO OPHEH-
TalMI0 Ha OJaroiesHue uepes3 J0BepHe MOXKHO COXPAHHTh. TOJBKO
npuoOperarelieM Ojara OKa3bIBaeTCs CEMbs, a JOBEPSIONIMMHU JPYyT
JPYTY CTOPOHAMH CTAHOBSITCS CEMbsI TTALIMEHTA M KOMaH/1a BpaueH.

BHeniHne KpuTepur STHYHOCTH B3aUMOICHCTBHS ATUX CTOPOH MO-
T'YT ONMPENeISThCS B KOHTEKCTE IUPOKO TONKyeMoi BuTtuem cnpasen-
nuBocTH. COrJIacHO ero CpaBHUTEIBHOMY aHAJIN3Y Pa3IMYHBIX CHCTEM
OMOATUYECKHUX TPHHIUIIOB, CIIPAaBEUIMBOCTh MOXKET OBITH CBSi3aHA C
MaKCHMH3aIMel TOJIB3bl OT paclpeie/ieHns] PecypcoB, a MOXKET TIOHHU-
MaThCsl KaK HEIOMyCTHMOCTh JUCKPUMHMHAIMOHHBIX nerictBuii [30].
dakTH4ecKH MepBOe TOIKOBAHUE SBISCTCS YTHINTAPUCTCKAM, BTOPOE —
neonTonorndeckuM. Cam BUTY CKIIOHEH npHU3HABaTh 3HAYMMOCTH YTH-
JMTAPUCTCKUX TMPUHIMIOB, HO TOMYUHSITh MX <IIPUHIUIIAM, HE CBS-
3aHHBIM ¢ Makcumusanuein» [30, p. 558].

CoenmuHMB 3TO TIOHMMaHHE CHpPABEUIMBOCTH C HW3MCHEHHOU
(«<rpynmoBOIT» MM «HHCTHTYIIHOHAJIBHOW») TPAKTOBKOM OJarofesHus
4yepe3 JOBepre, MOXKHO c(HOPMYIUPOBATh OAWH M3 3HAYUMBIX KPHTE-
pueB dPPEKTUBHOCTH KOMMYHUKAIIUHM MPU TE€HETHYECKOM KOHCYIIBTH-
poBanuu. MM oka3bIBaeTCs 10BEpUE KOHCYJIBTUPYEMOTO K Bpady — HE
TOJBKO B OTHOUICHHH OMOMEIMIIMHCKUX KOMIICTCHIIMH CHCIHAIHCTA,
HO M B OTHOILICHUH €r0 CTPYKTYPHBIX KOMIETeHIMA. To ecTh KpuTepu-
€M KOMMYHHUKATHBHOTO YCIIeXa MOXKET CUUTAThCs U MHEHHE TallMeHTa
O TOM, YTO Bpay-TeHETUK IMPABWIBHBIM 00pa30M «BIHCBHIBACT» €ro
npoOJieMy B CHUCTEMY OKa3aHMs MEIUIIMHCKOH momoud. [lo mToram
KOHCYJIbTAllUU MAlUECHT 3HACT MOPSIOK CBOMX JANbHEHIINX IeHCTBUI
U TIOJIAraeT, 4To ATOT MOPSIOK 0OOCHOBAH, T.€. OH TOTOB IIPU3HATh, YTO
Bpay MPEIIpPHHT MAKCHMAJIBHO BO3MOYKHBIC JCHCTBHSI, HAIIPaBICHHBIC
Ha Oyaro maneHTa u ero ceMbr. [Ipu 9TOM, pasymeercsi, MalUeHT MpH-
3HAeT W TO, YTO IPH TaKOW MAKCUMHU3AIMHU HE ObLIM HAapYIICHbI WHTE-
pECHI IPYTHX MAIEHTOB, CeMel, MEIUIIMHCKUX paOOTHUKOB U T.]I.

Hroru: noBepue K CTPyKTYPHBIM M OHOMEIHIIUHCKUM
KOMIIETEHIIUAM Bpa4ya KaK KpuTepuii 3pPeKTHBHOCTH

O6o03HaueHHbIC BBIIIE KPUTEPUH NOBEpUSI K CTPYKTYPHOH KOMIle-
TEHLIUH Bpaya ¥ KPUTEPHUN JOBEPUS K €ro OMOMEIUIIMHCKON KOMIIETEH-
UMM MOTYT OBITh HWCIIOJB30BaHbI Ui JOMOJHEHHS CYIIECTBYIOLIHX
CpencTB OUEeHKU 3((EKTUBHOCTH MEAUKO-TEHETHYECKOIO KOHCYIbTHU-
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poBanus. Tak, MaHHbIE KPUTEPUH MOTYT OBITH BIUCAHBI B CHCTEMY
OLICHKH, pa3pabOTaHHYI0 POCCHHCKMMH Bpadamu-reHeTnkamu [31].
Hapsiny ¢ usmepeHueM crteneHd MH(GOPMUPOBAHHOCTH U YIOBIICTBO-
PEHHOCTU KOHCYJIBTHUPYEMBIX, BIMSHHS KOHCYJIBTAIIUH HA HX ICHUXO-
OMOLMOHANIBHBIA CTAaTYC, YMECTHO OTICIBHO OLICHWBAaTh W CTCICHb
JO0BepHsi K OMOMEIMIIMHCKUM U CTPYKTYPHBIM KOMIICTEHIUSIM KOH-
CyJIbTaHTa. JTO JIOBEPUE MOXKET OBITh N3MEPEHO KaK CTEIICHb COTJIACHs
ManyeHTa ¢ MPOMO3UIKeH cleayromero Buaa: «51 cunraro 000CHOBaH-
HBIMH OMOMEIUIMHCKHE PEKOMEHIAIMU M PEKOMEHIAIMH 110 COOCT-
BEHHOW MapIIpyTU3allMy, JaKe eCIM He 3Hato (He MOHMMaro) BCeX Oc-
HOBaHMH JaHHBIX MHE pekoMeHanuii». KoHeyHo, B paMmKkax co3JIaHus
KOHKPETHBIX ONPOCHBIX WHCTPYMEHTOB JQHHOE CYXKICHHE JOJDKHO
OBITH 00JICYCHO B JPYTYIO JEKCHUECKYIO (hOpMY, CBSI3aHHYIO C IICIBIO
JTaHHOTO MHCTpyMeHTa. Ho mpexacraBisiercs, 4To corjlacue ¢ ASTOM
(OpMyIIOii TO3BOMISICT OTACTUTH KOHTEKCT TOBEPHUS OT OLICHKH ITOJTHO-
Tl THQOPMHUPOBAHUS ¥ YPOBHS TPEBOXKHOCTH KOHCYIIbTHPYEMBIX.

JIaHHBIH KOHTEKCT OLICHKH MOXKET TaKXKe OMOJIHUTH JPYroM, pas-
paboTaHHBII HE TaK JaBHO MHCTPYMEHT M3MepeHus 3()(HEeKTUBHOCTH —
KAy pe3yJbTaToB T'eHETHYeCKoro KoHcynbTHpoBaHus (Genetic
Counselling Outcome Scale — GC0OS-24) [32]. /lanHas 1kana Hanpas-
JIeHa Ha OLCHKY MO3UTHBHOTO HACTPOS MAIMEHTOB B OTHOILICHUU Oy-
AYIIET0, MX CIIOCOOHOCTH OOBSICHATH CBOE COCTOSHHE WICHAM CEMbU U
NpUHUMATh penieHus. To ecTh B 9THYECKOM CMBICIIC OHA HarpaBiieHa
Ha OIICHKY COOJIIOJICHUS TIPHHLUIIA aBTOHOMHH B ITPOIIECCE KOHCYIIb-
TUpoBaHMA. [Ipe/yioKeHHBIC BBIIIC KPUTEPUH TO3BOJIIOT OLICHHTH,
HACKOJIIbKO peain3yeMo OnaropesHue (OCHOBHAs 1ETb METUIIMHCKHX
MPAKTHK) Yepe3 IT0Bepue K OMOMEAUIIMHCKUM M CTPYKTYPHBIM KOMIIE-
TEHIMSIM Bpaya-TeHEeTHKa. JTO TO3BOJSET NMPHBHECTH THUIIIOKPATOB-
CKYIO TpPaJHUIIMIO TOHUMaHUS MEIMIMHBI B OLEHKY 3(P(EKTHBHOCTH
TEHETUYECKOTO KOHCYJIbTHPOBAHHSA, a2 B OMOITHYECKOM CMBICIIE TaeT
BO3MO)KHOCTh COXPAaHUTh B paMKaX TaKOH OLEHKH O0O3HAYCHHYIO
[MennerpruHO OPUCHTAIMIO HA TIETM MEIUIUHCKHUX MPAKTUK, & HE TOJIBKO
Ha COOJIFOJICHUE UX ITUKO-TIPABOBBIX TPAHMII.

Cnucok JiMTepaTypsbl

1. Pellegrino E.D., Thomasma D.C. For the patient’s good : the restoration of be-
neficence in health care. — New York : Oxford univ. press, 1988. — 256 p.

2. Yarborough M., Scott J.A., Dixon L.K. The role of beneficence in clinical ge-
netics : Non-directive counseling reconsidered // Theoretical medicine and bioethics. —
1989. — Vol. 10. — P. 139-149.

64



3. Schupmann W., Jamal L., Berkman B.E. Re-examining the ethics of genetic
counselling in the genomic era // Bioethical inquiry. — 2020. - Vol. 17. — P. 325-335.

4. Emanuel E.J. Patient autonomy and genetic counseling // Review of prescribing
our future : ethical challenges in genetic counseling / Bartels D.M., LeRoy S., Cap-
lan A.L. (eds.) // Ethics & behavior. — 1994. — Vol. 4, N 1. — P. 69-73.

5. Veatch R.M. The basics of bioethics (3rd ed.). — Upper Saddle River, NJ : Pear-
son : Pearson Education, 2012. — 205 p.

6. Gilbar R., Foster C. It’s arrived! Relational autonomy comes to court: ABC v
ST George’s Healthcare NHS Trust [2017] EWCA 336 // Medical law review. — 2018. —
Vol. 26, N 1. - P. 125-133.

7. Gilbar R., Foster C. “Doctors” liability to the patient’s relatives in genetic
medicine // Medical law review. — 2016. —Vol. 24, N 1. - P. 112-123.

8. General Medical Council. Confidentiality : good practice in handling patient in-
formation. — General Medical Council, 2017. — 80 p.

9. Beauchamp T., Childress J. Principles of biomedical ethics. — Oxford : Oxford
univ. press, 2013. — 459 p.

10. Herring J. Relational autonomy and family law. — Luxembourg : Springer,
2014.-60p.

11. Relational autonomy : feminist perspectives on autonomy, agency, and the
social self / Mackenzie C., Stoljar N. (eds.). — New York : Oxford univ. press, 2000. —
328 p.

12. Relational capacity : broadening the notion of decision-making capacity in
paediatric healthcare / Ruhe K.M., De Clercq E., Wangmo T., Elger B.S. // Journal of
bioethical inquiry. — 2016. — Vol. 13, N 4. — P. 515-524.

13. Lucassen A., Gilbar R. Alerting relatives about heritable risks : the limits of
confidentiality // BMJ clinical research. — 2018. — Vol. 361. — P. k1409.

14. Gomez-Virseda C., Maeseneer Y., de, Gastmans C. Relational autonomy :
what does it mean and how is it used in end-of-life care? A systematic review of argu-
ment-based ethics literature // BMC Medical ethics. — 2019. — Vol. 20, N 1. — P. 1-15.

15. Dheensa S., Fenwick A., Lucassen A. “Is this knowledge mine and nobody
else’s? | don’t feel that”. Patient views about consent, confidentiality and information-
sharing in genetic medicine // Journal of medical ethics. — 2016. — Vol. 42, N 3. -
P. 174-179.

16. Cohen S. The logic of the interaction between beneficence and respect for
autonomy // Medicine, health care and philosophy. — 2019. — Vol. 22, N 2. — P. 297-304.

17. Thaler R.H., Sunstein C.R. Nudge : improving decisions about health, wealth
and happiness. — New Haven : Yale univ. press, 2008. — 293 p.

18. Kymlicka W. Contemporary political philosophy : an introduction. (2nd ed.). —
Oxford : Oxford univ. press, 2001. — 512 p.

19. Rhodes R. Genetic links, family ties, and social bonds : Rights and responsi-
bilities in the face of genetic knowledge // Journal of medicine and philosophy. — 1998. —
Vol. 23, N 1. - P. 10-30.

20. Convention for the protection of human rights and dignity of the human being
with regard to the application of biology and medicine : Convention on Human Rights
and Biomedicine // Council of Europe. — Oviedo, 1997. — 4 April. — 10 p.

21. Andorno R. The right not to know : an autonomy based approach // Journal
of medical ethics. — 2004. — VVol. 30, N 5. — P. 435-439.

65



22. ACMG recommendations for reporting of incidental findings in clinical
exome and genome sequencing / Green R. [et al.] // Genetics in medicine. — 2013. -
Vol. 15, N 7. - P. 565-574.

23. ACMG Board of Directors. ACMG policy statement : updated recommenda-
tions regarding analysis and reporting of secondary findings in clinical genome-scale
sequencing // Genetics in medicine. — 2015. — Vol. 17, N 1. — P. 68-69.

24. Guidelines for diagnostic next-generation sequencing / Matthijs G. [et al.] //
European journal of human genetics. — 2016. — VVol. 24, N 1. - P. 2-5.

25. Ethical values supporting the disclosure of incidental and secondary findings
in clinical genomic testing : a qualitative study / Saelaert M. [et al.] // BMC Medical
ethics. —2020.-Vol. 21, N 1. -P. 9.

26. Pellegrino E.D. The internal morality of clinical medicine : a paradigm for
the ethics of the helping and healing professions // Journal of medicine and philosophy. —
2001. - Vol. 26, N 6. — P. 559-579.

27. Maclntyre A. After virtue : A study in moral theory (3rd ed.). — London :
Bloomsbury, 2007. — 286 p.

28. Symons X. Pellegrino, Maclintyre, and the internal morality of clinical medi-
cine // Theoretical medicine and bioethics. — 2019. — Vol. 40, N 3. — P. 243-251.

29. Veatch R.M. The impossibility of a morality internal to medicine // Journal
of medicine and philosophy. — 2001. - VVol. 26, N 6. — P. 621-642.

30. Veatch R.M. Reconciling lists of principles in bioethics // Journal of medi-
cine and philosophy : a Forum for Bioethics and Philosophy of Medicine. — 2020. —
Vol. 45, N 4-5. — P. 540-559.

31. An attempt to evaluate the efficiency of the genetic counseling for families
with affected children or relatives / Baranova E.E. [et al.] // European journal of human
genetics. — 2013. — Vol. 21, N 6. — P. 415-416.

32. Developing a short-form of the genetic counselling outcome scale : the ge-
nomics outcome scale / Grant P.E. [et al.] // European journal of medical genetics. —
2019. - Vol. 62, N 5. - P. 324-334.

66



II.A. Tumenko

3MBPHUOH KAK MOJIEKYJISIPHBII TOMYHKY.JI
N OQIIUTEHETUYECKOE CYHIECTBO

Annomayus. Cyast io omy6mukoBanasiM BO3 12 uronst 2021 r. iBymM nokmamam,
TaK WM NHAYe KacarolIuMCs IIpo0IeM pelaKTHPOBAHMS TeHOMa YMOPHOHOB UEJIOBEKa,
Ha4YaJI0 MacTabHBIX SKCIIEPUMEHTOB B 3TOH 00JacTH — A€o0 OMmKalIIero BpeMeHH.
3ampers! 1 IPHU3BIBEL K MOPATOPHSM YXOAAT B mpornioe. Heo6xoxnmo npusHate Hens-
OEKHOCTB 3TOTO COOBITHS M HadaTh CEPHE3HBIN MEXKIUCIUILIMHAPHBIA aHAIHN3 COLHO-
TYMaHHUTAapHBIX PUCKOG WCTIONB30BAaHMS TEXHOIOTUI pPeIAKTHPOBAHUS TeHOMa SMOpHo-
HOB UEJIOBEKA, BOSMOXKHBIX THUKO-TIPABOBBIX HOPM WX TIPAKTUYECKOTO MPUMEHEHUS U,
9YTO HE MEHEE BAXKHO, CIMEPeomunos Mulciu, KOTopble paboTaloT B KOHTEKCTE ITHX
MIPaKTHK.

OpHEM U3 HauMeHee MPOXYyMAaHHBIX M BMECTE C TeM IOYTH yHHBEPCAJIHHO BOC-
MIPOM3BOASAIINXCSI CTEPEOTHIIOB MBICTH SIBISCTCS MPEACTaBICHHE 00 3MOpHOHE Kak
CBOEOOPA3HOM MOJICKYIISIPHOM TOMYHKYJE, U3MEHEHHE T€HOMAa KOTOPOro MOXET .Jiu-
HelinblM 00pa30M TPAHCIHPOBATHCA B JKETaeMble M3MEHEHUs (heHOTHIA. Tak e Kak
J[Ba BEKa Ha3aj NpeGOpMHCTHI CUUTANH, YTO B CHEPMATO30HIAaX MM SHIIEKIETKax
COZIEPXKUTCS MUHHATIOPHAS KOIHS YeJIOBEKA, CETOAHS Oarogaps HHCTAUIMPOBAHUIO B
MaccoBO€ CO3HAHHE, B TOM YHCIC M HAyYHOE, ICHTPAIBHOW IOTMBI TE€HETHUKH
(. Kpuk), npenmonaraercs, 9T0 B TEHOME B CBOCOOPa3HOM CBEPHYTOM BHZE COMEp-
KHUTCS YEJIOBEK B LIETIOM.

YenoBek B «yarke [leTpim» (MONTEKyYISIPHBINA TOMYHKY/I) KaKk 00BEKT OHOTEXHOIIO-
TUYECKOro NeHCTBHs (penakTHPOBAaHMS) HE TOXKICCTBEH YEIOBEKY B €r0 PEallbHOM
U3HU. JIMIIb B 0COOBIX CIyYasX JOCTATOYHO MPOCTHIX (M OMHOBPEMEHHO OYEHD Pell-
KHX) MOHOTEHHBIX 3a0O0JeBaHMl HEIUIOXO paboTaeT CXeMa JUHeHHOl IeTePMUHAIINN
Ha OCHOBE LIEHTPAIIFHOH TC€HETHIECKOH NOrMbl. Bo Bcex OCTaNbHBIX ClTydasx HE0OXO-
JIIMO MbICAUMb UHAYEe — HETUHEIHO.

Kniouesvie cnosa: MONEKynIpHBIf TOMYHKYJI, HajIexalee mpasicHue, mpedop-
MH3M, peJaKTHPOBaHNUE TeHOMa IMOPHOHOB, SIUTI€HETHKA.
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B wurone 2021 r. BO3 onmyOnukoBania fBa TOKJIa/ia, TaK MM HHAYEC
KacaloIMXCsl STUYECKHUX, MpaBoBbIX W cormanbHeix (ELSI) mpobnem
PEeNaKTUPOBAHUS TEHOMA YEIIOBEKA, BKITFOUAs TEXHOJIOTHH, paboTaromwe
HE TOJIBKO ¢ COMATUYECKMMH KjeTkaMu (HEHACTemnyeMble M3MECHEHHSI),
HO ¥ C TIOIOBBIMH U DMOPHOHATBHBIME KJIeTKaMu (Hacnmemyembie). OHo-
BPEMEHHO OBUTH 0OCYXJICHBI BO3MOXKHOCTH U HOPMAaTHBHBIC MpaBUiIa
JUTs pefakTupoBanus snureHoma [1; 2]. OTMeueHo BaxKHOE pa3iiHyne
MexIy TpaBiieHneM (QOVernance) m Hauiexamym mpasieHuem (good
governance)”. B cpaBHEHHH ¢ npasienuem Kak MPOCTHIM HOPMATHB-
HBIM OO€ECIICUEHHEM MCIIOIb30BAHUS T'€HOMHBIX TEXHOJIOTHH, Halje-
Jrcauee npasiieHue TPENNoaracT HaJudue MEXaHU3MOB MOHUTOPHHTA
(hopmupytomierics MPakKTUKH, KPUTHISCKON PEBH3UU €€ KIMHUYCCKOU
3¢ (GEKTUBHOCTH M COLMANBHONW (BKJIIOUAs MOpPATbHYIO U MPABOBYIO)
JIOITyCTUMOCTH, 00pa30BaTENBHBIX MIPOrPaMM, HAIIPABICHHBIX Ha (op-
MHUPOBaHUE PAIMOHATHLHOIO MIOHUMAaHUs OJjar ¥ PUCKOB, CBSI3aHHBIX C
WCIIONb30BaHNEM T'€HOMHBIX TEXHOJIOTUH. Pe3ynbraThl MOHHUTOpHHTA
JIOJDKHBI UCTIONIB30BATHCS HE TOJIBKO JIJIS MX PEAKTHUBHOW OIICHKH, HO U
JUTsS TIPOAKTHUBHON JMArHOCTUKU PHUCKOB (MEAUITMHCKHX U COLHANb-
HBIX), pa3pabOTKH MEXaHU3MOB UX MCHEKMCHTA.

B nokmamax maH akaJeMUYHBIA U TUTUIOMATHYHBIA aHAIIN3 pa3ind-
HBIX HHCTPYMEHTOB (3TUYECKHUX, MPABOBBIX, MPOPECCHOHATBHBIX U T.]I.)
MPaBJICHUST U HAJUICKAIIETO MPABJICHUS B MPAKTHUYECKON pean3aiun
cemu CIICHApUEB PA3BUTHSA TEXHOJOTHMI PENAaKTUPOBAHUS T€HOMA de-
JIOBEKa. /[6a N3 HUX KAaCAIOTCS TEXHOJOTUH KIUHUYECKO20 W HeKIUHU-
yeck020 PENAKTUPOBAHUS MOJIOBBIX M YMOPUOHAIBHBIX KJIeTOK. OTMe-
YEHO, YTO Pa3HbIC TEXHOJOTMM HAXOIATCS Ha Pa3HBIX CTATUSIX — OT
AKCIIEPUMEHTAIBHBIX Pa3paboOTOK JI0 KIMHUYECKOTO MPUMEHEHUS, HO
BHE 3aBUCUMOCTH OT CTAJUH OHHU HYXJAIOTCS B Pa3sBUTHUU MEXKIyHa-
POJHBIX W HAIMOHAIBHBIX CTPATErUH COOTBETCTBYIOIIECTO COLMOTYyMa-
HUTApHOrO oOecrieucHus. Bo3nepkuBasich 0T 00CYX ICHUS KOH(IUK-
TYIOUMX MOPAJbHBIX OLEHOK, 3KCIepTHHIN komuter BO3 npemnoxun
MHPOBOMY COOOIIECTBY XOPOIIO Pa3paOOTaHHBIA ATHYECKHUM, MPaBO-
BOH WM COLMANBHBIA MHCTPYMEHTAPHUH ISl HAJUISKAIIETO MPaBJICHUS B

! Homsrire «governance», BBeeHHOE CHAUAMA B (HIOCOMCKHUIL, a 3aTeM H IIONH-
THdeckuii 06opor M. @yko, 10 CMBICTY HE COBIATAET C TEM, YTO B PYCCKOM SI3BIKE
OOBIYHO TIOHUMAETCS MOX ynpaegienuem. Ilo3ToMy mpemiararo momnpo6oBaTs UCHOIb-
30BaTh PYCCKOE CIIOBO «npasneHue», CBOOOIHOE OT TeXHOKPATHIECKHUX aJLTIO3HH, KO-
TOPBIMH TIEPErPYKEHO MOHsATHE yrpasienus. CoBo «go0d» mpemiaraio MepeBOANTD
KaK «Haonedcaujee» TO aHAIOTHUH C MPHHATHIM MEPEBOIOM CIOBOCOYETAHUS «good
clinical practice» kak «naodnescawas KIuHUYCCKAsk NPAKMUKA».
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3TOI HOBOM, CTPEMHTENIFHO pa3BHBaroLIelcs obnactu. [ymaercs, 4ro
pOCCHIICKOH OOIIECTBEHHOCTH (B TOM YHCJIEC HAYYHOH) HEOOXOAUMO
caMbIM THIATENBHBIM 00pa3oM MpoaHaTU3UpOBaTh AoKmagsl BO3 or
12 wrons 2021 r., ¢ TeM 4TOOBI 3aHATH 00OCHOBAHHYIO, BRIPAKAIOIIYIO
HaIlMOHAJbHBIE MHTEPECHI TO3UIUIO B JAHHOM BOIIPOCE.

Kacasice curyaunu B Hameld cTpaHe, MOXHO BBIICIUTH TPH BO3-
MOXHBIX CIieHapusi pa3BuThs coObIThil. [lepBhIii cieHapuii, O4EBUAHO
HanOojee BEpOATHBIN, 3aKIIOUACTCS B TOM, YTO Ha HEOIPEEeTICHHO
JUINTENTBHBIM CPOK COXPAaHMUTCS CUTYaIUs 3MUKO-npagosoli aHoMul,
XapaKTepU3yIoLascss OTCYTCTBHEM COOTBETCTBYIOIIUX STHYECKUX W
MPaBOBBIX HOPM MpAaBICHUS M TeM OoJjiee HaAJEeXAallero MpaBieHUs.
Omna 4ypeBaTa dKCILECCAMU HEMPOIyMaHHBIX 3allPETOB M CAMOBOJIBHBIX
0E30TBETCTBEHHBIX JKCIIEPUMEHTOB. HEKoTopble aBTOpHI MOJNATaloOT,
YTO OTCYTCTBUE PETYISLUI, KOTOPBIE TPAKTYIOTCI MMM Kak 3alperu-
TeNbHBIE MEpBI, CO3/AaeT B OTHOLICHUSAX «HAayKa — KJIMHHUKa» 0co0o
ONaronpusITHBIA PEKUM «OQIIOpa», KOTOPHIA MPHUBIEUYET COOTBETCT-
BYIOIIME TEXHOIOrUU U KiueHToB [3]. OqHako, 0cBOOOIMB JTMOEpab-
HO MBICJISIIIUX 3KCIEPUMEHTATOPOB OT MYT STUYECKMX M MPABOBBIX
OrpaHMYeHNH, «O(UIOP» JIMIIKT 3aIIXUTHl POAUTENEH U OyAyIIuX JIto-
neld, deil TeHoM OyAeT OTpenakTHpoBaH. BTopoiil creHapuii MoxeT
IpeIIoiarath HOPMaTHBHO (B 3aKOHE, PACIOPSDKEHUSX PAaBUTEITBCTBA
U/ WM COOTBETCTBYIOIIMX MpPUKA3aX MHHHCTEPCTB) O(OpMIICHHBIN
3arper Ha MPaKTHYECKOe MPUMEHEHHUE 3TUX TeXHOoIorui. OH olleHuBa-
eTcsl Kak MaJloBepoATHBIN. Ero peannsanus upeBaTa cepbe3HbIMU Mpe-
MSATCTBUSMH AJIS1 pa3BUTHSI COBPEMEHHON HaYKH U COBPEMEHHOT'O THIIa
MEIMIIMHCKON NpaKTUKW B CTpaHe. TpeTui cleHapuil CTpouTcd Ha
MPEANON0AKEHUH, YTO HAaYaJl0 KJIMHUYECKH OPHUEHTHPOBAHHBIX HCCIIE-
JIOBAaHUH BO3MOXXHOCTEM NPUMEHEHHS TEXHOJIOTUH pelaKTUPOBAHUSA
reHOMa TIOJIOBBIX KJIETOK M YMOPHOHA YelIOBeKa HEM30eKHO. DTO JHIIb
Borpoc BpemeHH. [loaTomy OmaropasyMHO Ha4yaTh aKTUBHYIO MOJTO-
TOBKY HAIlMOHAJIBHOTO HOPMATUBHOT'O TOJS OMBEMmCHmEeHH020 JKCIIe-
PUMEHTAIBHOTO HCCIIEN0BaHUS W KIMHUYECKOTO NPHUMEHEHUS STHX
TEeXHONOTUH. ODQQPEKTUBHBIA HMHCTPYMEHTApPHHA AN 3TOH pabOTHI
MpeI0KEH KOMUTETOM 3KcriepToB BO3.

B panee omybnukoBanHOW paboTe MHOI0O OBUIM PaccMOTPEHBI
AHTPOIOJOTHYECKHUE U KyJIbTYpOJIOrNYECKHE MPEANIOCHUIKH, JISKAIINE
B ocHOBaHMM KoH(puuKkTyrommx Pro-Life u Pro-Choice — uaeonorem,
KOTOpBIE€ BOCIPOM3BOAATCA C HEKOTOPBIMH, XOTS U CyIECTBEHHBIMHU,
pa3IMYMsAMHU B CHOpax O JAOMYCTHMOCTH KIMHUYECKOTO HCIOJIb30Ba-
HUSl TEXHOJIOTHH PENaKTHPOBAHUS MOJOBBIX KIETOK U SMOPHOHOB
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yesoBeKka. bblia oTMedeHa BO3MOKHOCTD UX COJNIMDKEHUS, TIPEIIIOKCHBI
MOpaJIbHBIC U TIPABOBBIC MHCTPYMEHTBI Pa3peIICHHUs 3TOr0 KOH(IUKTA,
a Takke cHhopMyIHpPOBAHA THIIOTE3a KOHCTPYKTUBUCTCKOTO ONpe/iere-
HHSI MOPAJIBHOTO M ITPAaBOBOIO CTATYyCa HEPOXKICHHBIX JIIOJICH KaK 00b-
eKTOB OMOTEXHOJIOTMUECKUX MHHOBAIMI 1 BpaueOHOM momontn [4].

C ¢unocockoit TOUKU 3peHUs dhPexkmurHoe U OMeemcmeeHHoe
pa3BHUTHE KaK TEXHOJOTUH pENaKTHPOBAHUS TCHOMA ITOJIOBBIX KIIETOK
¥ SMOPUOHOB, TaK W MPAKTUK HAJUISKAIIErO MpaBieHus (X COLUOTY-
MaHUTAPHOIO OOECIICUEHHsI), B ONPEICICHHON CTENEHM 3aBHCUT OT
TOr0, HACKOJIBKO a/ICKBATHO MOHUMAETCs (0CO3HAETCSI) CMBICIT TIPOLIEC-
COB 3MOPHOHAJIBHOTO M BHYTPHYTPOOHOTrO pa3BUTHA. 3a/ada AaHHOM
MyONHUKAITUK 3aKITI0YaeTCsl B TOM, YTOOBI OOCYIUTHh HEKOTOPBIE (uiio-
coghckue npeonoHumManusl, KOTOpble KaKk OYeBHIHBIC TPUCYTCTBYIOT B
CO3HAaHUM CTOPOHHHMKOB W NPOTHBHHKOB KIMHUYECKOTO TPHMCHCHHS
ATUX TEXHOJIOrWi. W Kak TakoBbIE, OHM PE3KO OTPaHHYUBAIOT TI0JIE
3peHHs U1 OMOTEXHOJIOTOB, U MX OMIOHEHTOB M3 Jarepsi MPOTUBHUKOB
HACJICAyeMBIX HHTEPBCHIIUI B TEHOM YEJIOBEKA.

Kapma u meppumopusa. O01ee HanpaBJIeHUE MOUX PacCyKACHUI
npexacrasisieT BeickazbiBanne A. Kopxxubeku: «Kaprta — 310 He Teppu-
topusi» (The map is not the territory) [5]. JIroObie popmbl ipencTasie-
HUSI 3HAHWH, HaYMHAs C JKECTOB M BKIIIOYAs €CTCCTBEHHBIC SI3BIKH U
SI3BIKU HAYKH, SBISIIOTCS penpe3eHmayusmu, KOTopble He 0TOOpaxaroT
HAIpsSIMYI0 PEabHOCTD, a BBICTYIAIOT e MonensMu. Bpaun, 6uomnory,
OMOTEXHOJIOTH, OOTOCIIOBBI, OMOATUKH, FOPUCTHI U APYTUE CIICIHHANH-
CTBI — KaXIbIi TO-CBOEMY — IBITAIOTCS MOJCIUPOBATH (Ipeliarath
CBOM KapThl) JUIsl ONMCAHHSI TEPPUTOPUH YEIOBEYCCKOH KU3HH, B TOM
YHCJIe U HA HAaYaJbHBIX dTanax ee MaHudectanyu. EcTecTBEeHHO, 4TO
Ka)kJast U3 MoJieJIel KOHCTPYHUPYET JIUIIb T€ COOBITHSI, KOTOPBIE MO2yn
Oblmb TIPEACTABICHBI HA COOTBETCTBYIOMIEH KapTe. Ha kakmoii u3 kapT
CYLIECTBYIOT pA3pbl8bl, KOTOPbIE PENPE3CHTUPYIOT HECOBIAZCHIE Kap-
TBI ¥ TEPPUTOPHU. DTU pa3pbIBBI UMEHYIOTCS TaifHaMH, MpoOJieMaMH,
3aJauyaMy M TOJI0BOIOMKaMU. OHU SBISIIOTCS (hopmamu 3HAHUS O C80-
em Hesnanuu (Coxpat). IMEHHO B TOYKax 3HAIOIIETO HE3HAHUS KapTa
O00HapyXUBAaET CBOE OTIMYHME OT TEPPUTOPHUH: (puiocodckoe, Ooro-
CIIOBCKOE, HAyYHOE WJIM WHOE IMPEACTAaBICHUE OOHApYKHBACT HETOXK-
JIECTBEHHOCTh C TE€M, YTO OHO B KaueCTBE KOTHUTHBHOW KOHCTPYKIIMU
TIBITACTCS TPEICTABHTH.

Oco3HaBaeMoe U (OPMYIIUPYEMOE B S3bIKE KOHKPETHOH JWCIHUI-
JMHBI He3HaHue (mpoOiema) SBISETCS He MPOCTO IYCTHIM pa3pbIBOM
Ha KapTe MO3UTHBHBIX 3HaHUH. OHO penpesenmupyem peaJbHOCTh B €€
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HEepaCUICHEHHO! LENOCTHOCTH. VIMEHHO TO3TOMY B HaYYHBIX M MHBIX
HCCIIEMIOBAHUSAX OHO 000CHO8bi6aem WX (DTUX WCCIICAOBAHUN) akmy-
anvHocms. CIIOBO «aKTyaJbHOCTBH» 00pPa30BaHO OT MO3IHEIATHHCKOTO
actualis B cMbicne peanbHOro, pakrudecku nanHoro. Korma nmpoGmema
coKycHpOBaHa M TOYHO JIOKAJIM30BaHa HA KOHKPETHOW JAUCLUILINHAD-
HOM KapTe, OHAa B HAYYHOM IO3HAaHHM MPUOOPETAET CTaTyC 0OBbeKkmd.
DTUMOJIOTHYECKUN CMBICI TOTO CJIOBA B aHIJIMHCKOM M HEKOTOPBIX
APYTUX S3bIKaX COXpaHSET CMBICH gospadicenusi (10 object — o3Hayaer
«BO3pakaTh»). OOBEKT KaK peaybHO CYIIHIA MPUCYTCTBYET B IpoOIeMe
B KayeCTBE BO3PaXKAIOLIEro, COMPOTUBIIAIONICIOCS HAIIUM TOMIBITKAM
HAY4YHO MO3HATh WM (HUI0COPCKH (OOTOCIOBCKH) MOHATH €0 CMBICI.
OH penpe3eHTHPYET peabHO CyIlee, He BMEIIAIOIIeeCs B TO3ZUTHBHBIC
ONMCaHMsI, IPUBSI3aHHBIC K KOHKPETHOW KapTe. IHTYHTHBHO SICHOE He-
COBIIaICHHE KapThl M TEPPUTOPUH B MOHATHAX aKTYaTbHOCTH U 00bEKTa
NpUOOpETaeT CBOIO CTPOTYIO HAYYHYIO ONpPEACNeHHOCTh. HaydHbii u
¢dunocodckuii TO3UTUBHU3M, OTOXKIECTBISIA 3HAHUE JIMIIb C TTO3UTHB-
HBIM COJICp)KaHHEM, TepsieT CBs3b C pealbHOCThI0. KOHCTpyHpoBaHHe
00BEKTa KaK TOYKU COMPUKOCHOBEHHMsSI 3HAHHS C COMPOTHUBIISIOLICHCS
PCATBHOCTBIO PENPE3CHTHPOBAHO B HAYYHOM JHMCKYPCE B CTaHIapTHOU
CTPYKType Hay4HO¥ craTbu [6].

[MTapamokc Hay4HOTO mporpecca 3akIryaeTcs B TOM, YTO MPOWUC-
XOIUT HE TOJIBKO KyMYJIATHBHOE HAKOIUICHUE TO3UTHBHBIX 3HAHUI, HO
U CTPEMHTEIIFHOE pa3MHOXKEHHUE MpodieM (pa3phiBoB Ha Kaprax). [Tpu
JTOCTHKEHUU ONpPENeSICHHOro 00beMa 3HaHWK M MpolieM Mup, mpen-
CTaBJICHHBII Ha HAYYHOH KapTe, B3PbIBACTCS, HAYYHBIC JMCIMILUINHBI
npoosiTcs. [TosSBISAIOTCS HOBBIE KapThl, HA KOTOPBIX YUCHBIC MBITAIOTCS
BBICTpaMBaTh MOJCIH HOBOTO THIIAa B HOBBIX MOMBITKAX ITO3HATH U TO-
HATH pealbHO cyllee. B pe3ynbrare TEppUTOPHUS MOTYYACT OBOUHYIO
MHOJICECMBEHHYIO penpe3eHmayuto — B IpodieMax IUCIHIUIMHAPHBIX
U MOKIUCIMIUTMHAPHBIX. Ui chopmympyem To xke, Ho nHaue. B cumy
HETIOJTHOW aJIUTHBHOCTH M COM3MEPHUMOCTH pEMpE3CHTAlUil Ha pa3-
HBIX KapTax, TEPPUTOPHS PEACTABIACT ce0sl HE TOJIBKO B JIOKAJIBHBIX
pa3pbiBax JAUCIUILTHHAPHBIX IPOOJIeM (Ha30BEM UX pa3pbIBaMu IEPBO-
ro MopsiaKa), HO U B MpoOlieMax MEXIUCHUILUIMHAPHBIX — Pa3pbIBax
BTOpOro mopsinka. C KaXIbIM U3 pa3pblBOB MOXKET OBITH CBsI3aHA Ta
WM MHAsl CTENCHb CIOJNCHOCHU, HEONPeOeNeHHOCHU U HenpeocKasye-
Mocmu n3ydaeMbix (heHOMEHOB. ECTecTBEHHO, eclii pedub HIET O CTpa-
JTaHUH PEaTbHOTO YeIIOBEKA, TO Meppumopusi 3Toro CTpajaHus MOXKET
OBITh PENPE3CHTUPOBAaHA HIMPOKHM MHOT000pa3HeM IHCIHUIUTMHAPHO
CTPYKTYPUPOBAaHHBIX M MEXIUCUUILTHHAPHO CTPYNITUPOBAHHBIX KapT,
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KOTOpBIC YIAKOBBIBAIOT B ceOC PasTUUHbIC MOPAAKU (MX 3HAUYUTEITBHO
OoITbIle IBYX) CJI0KHOCTH, HEONPEACTCHHOCTH M HEMPEICKa3yeMOCTH.

[epBEIit BBIBOA U3 NPEUIOKEHHOTO PACCYXKICHUS YKE MPO3BYYall
B BbICKa3biBaHnH A. KOp>XMOCKH O TOM, 4TO HU OJHA U3 KapT HE COB-
najaer ¢ repputopucii. [loaTroMy, Bo3Bpamascek K MpeaMeTy oocyxke-
HUS, CKa)KeM, YTO HE MOXET OBITh B PUHITUIIE IPOCTHIX OMOTEXHOJIO-
TUYCCKUX PEHICHUH MHOTOMOPSAIKOBO CIIOKHBIX M HEOMPEACIICHHBIX
peanbHBIX MpoOIeM uenoBeka (B TOM dYHcie MemuIMHCKHX). JIroboe
peabHOE BMEIIATEIhCTBO HECET HenpeIcKa3yeMble mocienctpus. OHu
HENPEICKA3yeMbl B CUIIY USHAUYAILHO OSPAHUYEHHOU ONMUKU 100020
KOHKPEMHO20 OUCYUNTUHAPHO20 3HAHUSL, T1000U KOHKpemHol buome-
OUYUHCKOU MEXHOTI02UU.

Monekynapuutii 2omynkyn. Jlro0oe miaHUpyeMoe JeiCcTBUS TIpeN-
rmoJlaraeT Jiokanm3anuto. HarnvcaHHast BO BpeMsi HEMEIKOM OKKyHaruu
Opannuu kaura XKopxka Kanrunema «HopMaibHoe U TaTONOrMYECKOE»
HAYMHACTCS MPUMEYATEIBHBIM paccyXieHueM: «JleficTBrue Hy X maercs B
nokamm3anuu. K mpuMepy, Kak MOXHO TOJICHCTBOBATh HAa yparaH WM
semuerpsicenre? [loaToMy nepBuYHas MOTPEOHOCTH B OHTOJNIOTHYECKON
Teopun OOJNE3HM, HECOMHEHHO, ONpEACTIeHa MOTPEOHOCTIMU Teparu.
Kornma B cymiecTBOBaHUM KaXKJOro 3a0O0JEBIIETO YEIOBEKa MBI OOHA-
pyXuBaeM H30BITOK WJIM HEJIOCTATOK Yero Obl TO HU OBUIO, TO BO3HU-
KaeT yBEPEHHOCTh, YTO IMOTEPSHHOE MOKHO OYIET KaK-TO KOMIICHCH-
poBaTh, a U30BITOYHOE — YNAIHTh. DTO BCEISICT HANEKIY Ha mobdemy
HaJ| OOJIE3HBIO, NTAXKE €CIIM OHA SBJSACTCS PE3yabTaTOM Cria3a, Maruu
unu oxepxkumoctu» [7]. OnHoBpemenno, cuutaeT JK. Kanrunem, oHTO-
JIOTHYECKas «IOKAIN3AIUI» CTPaJaHus He TOJIBKO MTO3BOJIICT BpaveBa-
TEII0 «BHJIETH» TO, HA YTO HAIMPABJICHO €ro JACWCTBUE, HO M CO3/aeT
SI3BIK JKEJAHUS TAIUeHTa, IPOBOLUPYET €r0 BCTPEUHYIO MOTPEOHOCTh
(HACTOSTENBHYO HYXKY) B TIOJTYUCHUH TOMOIIIH.

Kak nokanmsyercs neficTBre TEXHOJIOTUH PEIaKTHPOBAHS TCHOMOB
TMOJIOBBIX KJIETOK M AMOPHOHOB 4YenoBeka? BHOTEXHONOTHS, YMOPHUOIIO-
rust, DKO, akymepcTBO, MEIUIIMHCKAs TEHETHUKA, MMPEHATAIbHAS MEIH-
IWHA ¥ TIeUATPHUS — 3TO JAaJICKO HE TIOHBIN TIepeUYCHb MAITOK, XPAHSIIX
MHOJICECm80 KapT JOKAIH3aIlUU BO3MOXHBIX JICHCTBUH, HAITPABICHHBIX
Ha o0ecrieueHue Oyaromonydauns oyaymux jroaeii. OcHOBHOH ¢utocod-
CKUH BOIPOC 3aKJIFOUACTCS B CICAYIONIEM: MOXKHO JIU pasziuyue coObl-
TUH, OTOOpaKaeMbIX Ha Pa3HBIX KapTaX, TPAaKTOBaTh Kak 3(QekThr
pasznu4HOro MacmTabupoBanus? Wnm kapThl MOTYT OTOOpaXkaTh pas-
HbIC, HEQITUTUBHBIC U HECOM3MEPUMBIEC COOBITHSI — TO, YTO OTOOpaka-
eTCsl Ha OJIHOM KapTe, He BCEerja MOXeT ObITh OTOOPaKEHO Ha JIPYTOi?
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He sBrsiercst mu cnop OMOTEXHOJIOTOB € MEIUIIMHCKUMH T'€HETUKAMU
MPOCTHIM PE3YNbTATOM Pa3IMYHON JIOKANM3alUKN CTpaJaHus, HarpH-
Mep HACJIEACTBEHHOW TIyXOTHI, HAa pa3nuyHbIX Kaprax? Kak B moro-
BOpKE, IJIs1 MOJIOTKA JIf00ast mpodiiemMa — TBO3Ab. TOJIBKO TBO3AN M MO-
JIOTKH Y BCEX pasHbIe, /1a U JOCKH, B KOTOpBIE HAaJ0 BOMBATH T'BO3MH,
TOXE pa3HbIe.

B ocHOBe HameXa U CTPaxoB, CBA3aHHBIX C IIPOTPECCOM TEXHOJIO-
Ul PEAaKTHPOBaHMS F€HOMA TOJOBBIX KJIETOK M SMOPHOHOB YeIOBE-
Ka, JISKUT HEeoCO3HaBaeMasi CAMUMH YUCHBIMH, KaK, BIIpo4eM, U Ooro-
CIIOBaMH, eunome3a MOJEKYJISIpHOrO roMyHKyna. B renome smOprona
3aJI0’KEHBl OCHOBHBIE KauecTBa OyAyIuero yenoBeka. CoryiacHO IeH-
TpanbHOM norme MonekyisapHoi reneruku (. Kpuk), mHbopManms
nBxercs B oqHoM Hanpaeiennu ot JJHK k 6enky (ot renoruna x de-
HoTHITY). [To9TOMY, HCTIpaBHB HENMpPaBUIIBHBIEC TOCIECIOBATEILHOCTH B
JHK, MbI cMOkeM cHavajia JIMKBUIMPOBATH MOHOTEHHBIE 3a00JeBa-
HUS, TIOTOM IOJIMTEHHBIE, a TMOTOM OMOTEXHOJOTHYECKU YJIYyYIIUTh
ero (uenmoBeka) (PU3MYECKUE, MHTEILICKTYAJIbHBIC M Ja)K€ MOPAIbHBIC
KadyecTBa.

Takum 00pazoM, cHauaja B SMOPHOJIOTHIO, & TOTOM B T'€HETHKY U
TCHOMUKY HJesl TOMYHKyJa NpUIia U3 AEUCTUYECKOTO OOTOCIOBUS
XVII B., mpennonarapiero, 4to B upecinax Agama u EBbI 3a5100keHBI B
MUHHATIOPHOM BHJE BCE MOCIEAyIoIue mokoiaeHus monei. [Ipedpop-
MUCTBI MPOIUIBIX BEKOB CUHMTANIM, YTO B CIIEPMATO30HMIAX WJIM siile-
KJIETKaX COJEPIKUTCS MUHUATIOpHAs Komus yenoBeka. CeromHs Onmaro-
Japsi MHCTAIMPOBAHUIO B MACCOBOE CO3HAHME, B TOM YHCIIE M HAYYHOE,
LEHTPAIBFHON TOIMBI MPEAIoaraeTcsl, YTo B TEHOME B CBOEOOpa3HOM
CBEPHYTOM BHJIE COJICPKHUTCS YEIOBEK B LICIOM.

B xonne XIX — Havane XX B. mpou301LIa BO3BpAaTHASI MUTPALIUS
npedOopMHUCTCKON HIIen U3 HayKu B Oorociosue. IIpedopmusm BeiTec-
HIJI B OQUIMATBHOM KaTOIMYECKOM OOrocioBuu (He Oe3 BIIMSIHUS Ha-
YYHBIX H7CH) TpaJULHOHHYIO apUCTOTEIECBCKYIO (TOMUCTCKYIO) DIUTE-
HETUYECKYIO MJCI0 MOATAIHOTO OAYIIEBIICHHUS 3apoAbllia. JTO UMEI0
cepbe3HbIC HE TOJIBKO OOTOCIOBCKHE, HO M IPAKTUUECKHUE TIOCIIEICTBHSI.
Panbine rpex miogou3rHaHUs UMeEN Pa3iIMYHYIO0 TPaKTOBKY B 3aBHCHU-
MOCTH OT Cpoka OepemeHHOCTH. [0 «OHBIEeHHs Iuiona» (mepBbie
TOYKH B CTEHKY MaTKH OSpeMEHHOM JKEHIIWHBI) THOIA pacTHTENbHAS
Oylia, B MEPHOA OT MOMEHTa OXKMBJICHHUS 0 MOMEHTa KpEICHUs —
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’KMBOTHAsI; TIOCIIE erHleHHHl (cMepTH B IPUPOIHOM TEJIE H POKIACHHH
B Jyxe) rudia pazymHas ayma. M TombKo JIMIIeHN e )KU3HH KPEIICHOT 0
YeJI0OBeKa MOJKHO OBLIO TPAKTOBATH B IOJHOM CMBICIIE KaK CMEPTHBIH
rpex — youiictBo. [1nogon3ruanme Ha MpeImecTBYIOMUX dTanax TpaK-
TOBAJIOCH KaK 3JI0 HECPABHUMO MEHbIIIEe, YeM yOHUCTBO, U MPEIIoa-
rajo WHbIe, MCHEE CEpPbE3HBIC PEIMIHO3HBIC CaHKIMH. BorocioBckas
npedopmuctckas unrnosayus kKonma XX — vauana XX B., U3HaA4YaIbHO
HOMYJISIpHAs. B IEMCTUYECKOM OOT'OCIIOBUH, 3aJI0KUJIa OCHOBAHHS IS
«TpaJUIIMOHHOT0» MUPOBO33PEHUSI COBPEMEHHBIX OOPIIOB C abopTamMu
U TIPOTHBHUKOB PENAaKTHPOBAHUS T€HOMa SMOPHOHOB. Mexay Tem
CBETCKHH TpadyaMCTCKUN MOAXO/, pa3iNyarolIiii IEHHOCTh CYILECT-
BOBaHUs YMOPUOHOB (ILIOJIOB) B TIEPBOM, BTOPOM H TPETHEM TPUMECTPE
OepeMEeHHOCTH, 0o0Jiee COOTBETCTBYET apHCTOTEIECBCKOW (a clemoBa-
TEIBHO, W NEPBOHAYAIBLHOM OOroCIOBCKOI) Tpaauiuu. B ucnamckom
OOroCIIOBUY JI0 CHX MOP COXPAaHMIACh APHCTOTEIEBCKAs TPAKTOBKA.

[MpedopmucTckr MBICTSANMA OMOTEXHOJIIOT BHUAUT B SMOpHOHE
MPOCTYIO PEMOHTOIPUTOIHYIO MOJICKYJISIPHYIO MallHHY — CBOE0oOpas3-
HOTO MOJICKYJIIPHOTO TOMYHKYJIa, KOTOPBIH B CYITHOCTH TOXKICCTBEH
CIIO)KHOHM MalllMHE Tejia B3pocioro yenoBeka. Ecim y mociemaHero
00HapyXUBAIOTCS MPOOIEMBI B KaKOW-TMO0 aHATOMHYECKOM JIeTaH,
TO €CTECTBCHHO OBUIO OBl MCIIPABUTh 3Ty MOJIOMKY Ha CTaJUH MPOCTO
YCTPOEGHHOTO OJJTHOKJICTOYHOT0 SMOPUOHA, OTPEIAKTHPOBAB €r0 ITEHOM.
Bo3Hukaer xenaHHas HIUTIO3UsI, YTO €CIIM MBI OTPEJAKTUPYEM BCE He-
OJaronpHsTHBIE I B3POCIOTO COCTOSTHUS nocieaoBatenbHoctd JJHK
(reHbl, CBsI3aHHBIC C TOM WIIM MHOW MATOJIOTUEH), TO MONYYHM HCAITh-
HBIX YMOPUOHOB, M3 KOTOPBIX BHIPACTYT HJCATBHBIC JIOIU C YIyYIICH-
HBIMH (PU3NYECKUMH, HMHTEIUICKTYaIbHBIMU U 1K€ MOPAIBHBIMH Ka-
Y4eCTBaMHU.

Ha mpoTsbkeHnn AecsaTHiIeTuil mpeOopMUCTCKasi TUIIOTE3a Urpasa
KOHCTPYKTHBHYIO pOJIb B Pa3BUTHH MOJICKyJsipHOW Ouonoruu. OT-
CTYIUICHUSI OT HEe MPOBOLUPOBAIM MYTrarolye JAyXH JaMapKu3Ma U
JBICEHKOBIIMHBI. OTYACTH HM3-32 3TOTO TEOPETUYCCKUE UCCIICIOBAHMUS
OTCYECTBCHHBIX OMOJIOTOB, MBITABIIUXCS KPUTHKOBATH I'CHETUYCCKHI
npeopMH3M, CUHTAIUCh HEYMECTHBIM UYJa4eCTBOM, a HAYaBIIHKCS
epeBol MHOroToMHHKa «Ha TyTH K TeopeTHuecKoi OHOIOrHH»
obopBajics mocie myomkanuy nepporo ToMa [8]. Bo3mMoxHO, KOro-to

! Hyxuo yuects, 4To pedp 1T HMEHHO 0 KPCIICHHH, a HE O POKICHHMH Ha CBET.
CyIecTBoBa TPAKTHKHA (M COOTBETCTBYIOUIME HHCTPYMEHTBI) BHYTPUYTPOOHOTO
KpeILECHHS.
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HAITyTaam» 3MureHerndyeckue uaen K. YommuHrrona, akTHBHO 00Cy-
JKIaBIIIECS aBTOPaMH MHOTOTOMHHKAa. MEXIy TeM HEeoOXOIUMO Io-
HSTh, YTO JILICCHKOBIIMHA — 3TO HE CTONBKO Udesi HACICIOBAHUS TTPH-
OOpETeHHBIX TPHU3HAKOB (BapHaHT JlaMapKHU3Ma, KAaKOBBIX MHOTO),
CKOJIBKO IIPECTYIHAS HpaKmuKa UCTIOIb30BaHUS PEIPECCUBHOTO IOCYy-
JApPCTBEHHOI'0 almapaTa A pa3pellieHUss HAy4dHOro CIopa B CBOIO
nonb3y. [loaTromy HuKakol peadbunuranuu T.J. JIbiceHKO mocTHXEHUS
COBPEMEHHOM DSIIUTEHETHKH, KOTOpas, HCHOIb3ys HMHCTPYMEHTapuit
caMoH XK€ MOJICKYJISIpHOW Owonoruu, ¢anbcuuiupyer o4eBUIHOCTD
LEHTPAIBHON JOTMBI, HE TIPEANONAraioT.

CeronHs SMUTCHETHKA BO3BPAIIACTCS K UIIEAM «MUTCHETUYECKUX
naHAmadToB», BeickazaHHBIM B 1942 1. K. Yo muHTTOHOM. «DIHreHe-
TUYECKUH NaHgmadT» — 3TO ONpelneliecHHOe couyeTaHue (HaKTopoB,
JEHCTBYIOMIMX BHE HACIEACTBEHHOIO allnapara, KOTOpble UTPaIOT POJib
B JICTCPMHHAIINY PA3IMYHNA DKCIPECCHH HACICICTBEHHBIX (PAKTOPOB.
HyxHo oTMeTnTh, uTo panbiie K. Yomaauarrona Oim3kue uaeu BhICKa-
3piBas1 H.K. Komib110B, cunTaBumii, 4To reHeTHYecKass U 3MUTCHETHYe-
CKas JETEpPMUHAIIUS — 3TO JIBa IOMOJIHSIOUIUX APYT Apyra mjaHa pea-
JIU3AIMU CIOKHBIX Ouonoruueckux mporeccoB [9]. TTockombky umen
OTEUECTBEHHBIX TeHeTHKOB B Harei crpane (E.B. Pamenckuit) «BbI-
TaNTHIBAJIUCH» B TEUCHUE HECKOIBKUX JCCITUICTUN, CErOAHS B JUTE-
patype ucronszyercs Meradopa K. Yo IuHITOHa «3MUTEHETHISCKUN
naaamagT». OxHa w3 Bepcuid 3TOM MeTadopbl 3BYUHT CIEAYIOIINM
00pa3oM: eclii ¢ BEPIIMHBI XOJIMa CTAJKWBATh OJUH M TOT K€ IIap
(Ms19) HECKOJBKO pa3, TO €ro TPACKTOPHUsS K MOHOXKHUIO Oy/AeT Beerma
Pa3HOi, OHAa 3aBHCUT OT MHOXKECTBA CIYYalHBIX 00CTOSATENLCTB. [lo-
ATOMY, BEPOSTHO, HEOOXOIUMO MBICIUTh SKCIPECCHUI0 TEHOB Kak
CIIOKHBIN, HeluHelHbIl TTPOLIECC.

B nacrosiiiee BpeMsi MHOTOYHMCIICHHBIE HAIIMOHATBHBIE U MEXKIY-
HapOJIHbIC MPOEKTHI, UCCIACAYIONIUE AITUTCHOM YellOBEKa, MPEeAiaraiT
mmpsIIeecs MHOrooOpasue «raHamadToB», ONPEACsIOIUX BapHaH-
TBI DKCIIPECCUM CaMBbIX pPa3HbIX FeHOB. Kak yke oTMedanocs, OJHUM U3
CIICHapHueB, paccMOTpeHHBIX BO3, ObLT clieHapuidl pa3BUTHS TEXHOJIO-
U PeAaKTUPOBAHUS AMUTEHOMA. JMUTCHETHYECKUE (DaKTOPhI UTPAOT
PEIIAIOIIYI0 POib B KIETOUHOUM nudepeHnanuu, npemiaras pammuo-
HaJTBHYIO HHTEPIPETAIUIO [Tl HICATUCTUICCKHA MUCTU(PHUITMPOBAHHOMN
I'. dpumem wuaen «uerepmuHanmu Mectom». Cyanba muddepenmm-
pyIOIIeHCcs KIETKU ONpenesieTcsl He TONbKO TeHOMOM, HO U MECTOM, B
KOTOPOM KJIETKa OKAa3bIBAETCS B PE3yJbTAaTE KICTOUYHBIX ICICHUH Ha
Pa3HBIX CTAAUAX pPa3BUTHA SMOpHOHA. [Ipudem snureHeTnyeckue dak-
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TOPBl MOOU(PHUUIHPYIOT JKCIPECCHIO HE TOIBKO Ha SMOpPHOHAIBEHON
CTaJuH, HO M Ha MIPOTSDKEHNUHU BCEH JKU3HU YEIIOBEKA.

Ecnu uaes MonekynsspHOrO TOMYHKyJa TpenonaraeT MpoCTYIO
JIUHEUHYI0 CBS3b (IETepMHUHAIMIO) MEXKIY TEeHOTHIIOM dMOpPHOHA U (e-
HOTHUIIOM YK€ POAMBILIETOCS YEIOBEKa, TO MUTEHETUKA HACTauBacT Ha
HeluHelHOM XapaKkTepe SKCIIPECCHH HacleACTBEHHBIX Npu3HakoB. Co-
ObITHs SMOpHOreHe3a TPaHCHOHHPYIOTCS ¢ KapT OMOTEXHOJOrOB Ha
SMHUTCHETHYECKHE KapThl, YYUTHIBAIOUINE CIOKHBIE JaHIATH pea-
JU3alMy HAacJeACTBEHHOW nH(popmanuu. TeM caMbM Ha MyTH 3aMaH-
YUBBIX MPOEKTOB pa3pelluTb MEAULUHCKHE NpoOIeMBbl YenoBeKa,
YIAY4YIINTh GU3NUECKHIE, KOTHUTHBHBIE H MOpPAJIbHBIE KaYeCcTBa 3a CUET
TEXHOJIOTUH PEeJakTHPOBAHUS T€HOMa IOJIOBBIX KIIETOK U SMOPHOHOB
YeloBeKa BO3HUKAET CYILECTBEHHAs CIOXKHOCTB, BhIpaxaromias QyHma-
MEHTAIIBHYIO CIOJCHOCHb caMoil ku3HU. IIpencraBieHHoe B OMHOKY-
JSIpHOH TpeOpMHUCTCKOM / SIMUTCHETUYECKON ONTHKE HECOBMAJICHUE
pealbHOM TEPPUTOPUHM JKU3HU C OHOTEXHOJNIOTHYECKUMH KapTamu
JNOJDKHO OBITH YYTEHO MpH OOCY)KICHHH BOMNpPOCAa O BO3MOXKHOCTH
MPUMEHEHHS TEXHOJIOTHI pelaKTUPOBaHUS F'eHOMa YMOPHOHOB Yelo-
BEKa, MX LeIeco00pa3HOCTH, a TakKe, YTO HOCHT NPUHIMIINAILHBIN
xapaktep, 3pPEeKTUBHOCTH U OE30MaCHOCTH.

HyxHO oco3HaBaTh OueBHAHOE: KIMHWYECKHE 3PQEeKTsl He Ha-
OmomaeMbl Ha KapTe OMOTEXHOJOTMYECKHX MaHUMymsiuuid. s mo-
CTHKEHUSI BCEH CIIOKHOCTH MPOOJIeMbl HEHaOII0JaeMOCTH KIMHHYE-
ckuXx 3¢ (eKTOB B MUPE MOJEKYIISIPHBIX COOBITHH MOJIE3HO BCIIOMHHUTD
OIBIT MCCIEAOBAHMS (HapMaKOIOTHIECKUX CYOCTAHIIMIA B LIENMSAX MOTY-
YeHUs] HOBBIX JIEKapCTBEHHBIX cpencTs. Emie B cepeanne 60-x romos
MPOILIOro BeKa MPUMEPHBIA CPOK OT YCTAHOBJIECHUS MO3UTUBHOTO d(-
(ekTa, BBI3BIBAEMOTO TOM MM MHOW cyOcTaHIueld B J1a00opaTOpHBIX
SKCHEPUMEHTaX, OO TOSBICHHS JEKapCTBa B KIMHHKAX COCTaBIISI
nonrofa. CerogHsl OH 3HAYMTENBHO YUIMHHUIICS Ha HECKOJBKO JIET 3a
CUeT BOSHUKHOBEHUSI HHCTUTYTa KIMHUYECKUX HCIIBITAHUHN U TOCTHTa-
€T B HEKOTOPBIX CilydaeB JecsTu jeT. OIHUM W3 TMOBOAOB AJISl CTOJNb
CEphE3HOT0 3aME/JICHUSI Havana IPUMEHEHUSI HOBBIX CPEICTB B KIIHU-
HUYECKOW MpaKTHKe CTaja TamuaomunoBas karactpoda [10]. oka-
3aBmiee 3QQPEKTUBHOCTh B KayecTBE CHOTBOPHOTO CpeACTBa U 0e30-
MacHOCTb B TaOOPaTOPHBIX UCCIEAOBAHUSAX BEIIECTBO MAAUOOMUO TIPH
KJIMHUYECKOM MPUMEHEHHH Yy OepeMEHHBIX KEHIIWH CTaj0 MPUYHUHON
POXIEHHS THICAY ACTeH ¢ TKETSHITMMU IOPOKaMH Pa3BUTHSL.

OTBeTOM cTana YyHHUBEpPCAIBHO PACIPOCTpaHEHHAs IPAaKTHKA
MPOBENCHUS PAHIOMHU3UPOBAHHBIX, KOHTPOIHPYEMBIX KIUMHUYECKUX
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ucnbitanuii (PKKIM) HOBBIX JIeKapCTBEHHBIX CPEACTB 10 MX IOSBIIE-
HUSI B MEIULIMHCKOW mpakTuke [11]. OcMbICIeHHBIE BOIPOCH LIENIECco-
00pa3HOCTH MPHUMEHEHUS! TEXHOJOIMH pPEIaKTUPOBaHHSA T'€HOMa HM-
OpHOHOB YeNOBEKa, WX 0e30MaCHOCTH M A(PPEKTUBHOCTH CTaBATCA U
pemarores B «qamike [lerpu». Bompocsl KIMHUYECKUX TEHETHKOB He-
YMECTHBI: X TOYKa 3PEHHS PacloOKEeHA 332 KPOMKOH 5TOH YaIlIKH.
CTouT NM XKIaTh TpareAui, ¢ TeM YTOOBI U B JAaHHOM CiIy4yae IepeoT-
KPBITh CMBICIT HEOOXOIUMOCTH TMPOBEICHUS KIMHHUYECKUX HCIIBITA-
HUit? Bo3aMoxkHo, ux (3THX Tpareauii) u He Oyner. Ho Gmaropazymue
MOJICKAa3bIBAET, UYTO 10 pe3ybTaTaM HccliefoBaHus 3(PpHEeKTHBHOCTH H
0€30MacHOCTH TeX MM MHBIX CPEACTB B 1aOOpaTOpUH HEJB3S C AOCTO-
BEPHOCTBIO CyAUTH 00 MX 3(p(PeKTUBHOCTH M OE30MACHOCTH B MeIu-
IUHCKOHN npakTuke. Heo0xomumel 0coObM 00pa3oM OpraHn30BaHHEIE,
CTaHAAPTU3UPOBAHHBIC MO MHOTHUM MapaMerpaM, perjaMeHTHpPOBaH-
HBIE MEXAYHAPOAHBIMH W HAIMOHAIBHBIMH HOPMAaTHBHBIMU aKTaMH,
KOHTPOJNHPYEMBIE H, TIIaBHOE, OTBETCTBEHHBIE 32 HETATHBHBIE MMOCTEI-
CTBHA Tepen OyAyIIUMH JTIOABMH KIMHHYECKHE HCTIBITaHus. Pecypce
HaAJISKAIIEro MpaBICHUS TEXHOJOTUAMHU PEJAKTHPOBAHUS TeHOMa
SMOPHOHOB YeNOBEKa M TMOJOBBIX KJIETOK, KaK CKa3aHO BHILIE, MpeE.-
CTaBJICHBI B Jokiaaax skcreproB BO3 or 12 mroms 2021 r. Heobxo-
VMO MU BOCIIONIB30BaThCS.
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O.B. IlonnoBa

PEJAKTUPOBAHUE 'EHOMA YEJIOBEKA
B 9TUKO-HOPMATHBHOM ITIOJIE

Annomayus. B TiaBe paccMaTpPHUBAIOTCS COLMAJBHBIE W OTHKO-HOPMATHUBHBIC
npo0IeMbl PEIAKTUPOBAHHMS T€HOMa 4eloBeKa. II0Ka3aHo, 4YTO MOSBJICHHE HHCTPY-
menra CRISPR/Cas9 0603HAYMIIO0 HOBBIH JTall ITHYECKOrO OCMBICICHHUS PA3BUTHS
TEHETHKH, KOTOPbIH OKa3aics Haubolee 3THICCKH HArPY)KCHHBIM B CBS3U C TOSIBICHU-
€M TeHeTH4ecKH MoxupUIMpoBaHHbIX Jtoziel B Kurae. [laH aHain3 pasiv4HBIX ITH-
YECKHX MO3MLMH, BHIPAKAIONINX OTHOLICHUE K IIPUMEHEHHIO TEXHOJIOTHU PElaKTHPO-
BaHUS T€HOMA YEJIOBEKa, B YACTHOCTH NpeJcTaBlicHHas B u3gaHuu Nature mozuums
18 Bemymux y4eHbIX Mupa, mozuuus BO3, BeIpakeHHash B Pa3IMYHbBIC MEPHOJIBI
(2019-2021). B rimaBe Takke MPOAHATH3UPOBAHBI (HHIOCOPCKO-PETUTHO3HBIE PO-
OJeMbl peaKTHPOBAaHKSI TEHOMA YeJIOBEKa M MPENCTABICHO MHEHHE BHoITHuYecKoro
Komurera EBpomeiickoro coBera nepkseit u PIILL

Knrouegvie crioea’ penakTHPOBaHHUE FEHOMA, FEHETUYECKOE KOHCTPYUPOBAHHE 1e-
noseka, CRISPR/Cas 9, npoekt «['¢HOM 4eJIOBEKa», STHKA TEHETUKH.

[losiBieHME HOBOW  TEXHOJOTMU PEAAKTUPOBAHHMA T'€HOMA
CRISPR/Cas9 okazanoch CBA3aHO HE TOJNBKO C MHOTr0OOEIIAXOIIUMUA
MEPCIIEKTUBAMH Pa3BUTHA KIMHUYECKOW MPAKTUKH, HO MPEXKIIE BCETO C
($hopMHpOBaHMEM LIMPOKOTO OMOSTHYECKOTO JHCKYpCa, B paMKax Ko-
TOPOTO MPOUCXOJUT OOCYKACHHE COLUAIBHBIX, MPAaBOBBIX U ITHYE-
CKHX TpoO0JieM, pacKphIBAaIOUINX MMOTCHIMAIbHBIE PUCKHU, CBSI3aHHBIC C
WCTIOJIb30BaHUEM JIaHHOTO MHCTpyMeHTa. OOIIeCTBEHHBIH 3ampoc Ha
ouostnueckoe ucronkoBanue npuMmeneHns CRISPR/Cas9 Bo mHorom
00yCIIOBIIEH caMOii CYIIHOCThIO OMOITHKH, TIOSIBIEHHE KOTOPOH MOXKET

! UcenemoBanuie BBITIONHEHO 3a cUeT rpanTta Poccuiickoro Hayasoro ¢onaa (npo-
ekt Ne 19-18-00422).

79



paccMaTpuBaTbCS KaK CIENCTBHE BTOPXKEHHUS “KOHCTPYHPOBaHHS B
4eJI0BeUYeCKyIo prpoay» [1].

[Ipoucxopsiiee B mocieqHUE TOABI pa3HOCTOPOHHEE O0CYKACHUE
OMOAPTUYECKHX acHeKTOB ucronb3oBanus nHcrpymenta CRISPR/Cas9
MpeAcTaBIsAeT coOOil onpeaereHHBIH dTan B HAyYHOH mpoOiemaTu3a-
WU MPAKTUKA TEHETHYECKOr0 KOHCTPYHMPOBAHHS YeJIOBEKa, HAYaio
KOTOpoMy ObLIO moJioxkeHo eme B 1975 r. B Acunomape Ha MEXIyHa-
ponHoi koH(pepeHuu o pekomouuanTHo# JIHK. Oaun u3 ee opranu-
3aTOpoB, amepHuKaHckuii onoxumuk [Tons Bepr, BMecTe ¢ komaeramMu u3
Ct3H(OpACKOro YHUBEPCUTETa CUHTE3UPOBAJ MEPBYI0 PEKOMOMHAHT-
Hyo JTHK. CronkHyBUIINCH C CEphe3HBIMH MPOOIEMaMU STHYECKOTO
XapakTepa, OH MPHU3BaJl YYCHBIX K UX 00CYKACHHUIO M B LIEJIOM K BEIpa-
0OTKe MOJHUTUKH, HANPABICHHON Ha MPENOTBPAIICHUE OMACHOCTH OT
MOTEHLIHATbHBIX JSHCTBUI B 00JaCTH MaHWUIYJIMPOBaHHs OMOJIOTHYE-
CKHUMH TporieccaMu. B xone xoH(epeHunn Obu10 BEIpaOOTaHO MOHH-
MaHHE TOTrO, YTO IKCIIEPUMEHTHI B 00JACTH TE€HETUKU JOJKHBI OCHO-
BBIBATHCSI HA TOJHUTHUKE MPEAOCTOPOKHOCTH, a YBEJIWYCHHUE PHCKa
9KCIIEPUMEHTa JIOJDKHO CONPOBOXKAATHCA MOBBIMIEHHEM 3(deKTus-
HocTH 3amuThl. KoHgepenus B Acunomape crnocoOCTBOBajia MpHBJIe-
YEHUIO OOILECTBEHHOCTH K O0CY)KIEHHUIO STHUECKUX MPOOIIeM pa3BUTHS
HAyKH M — B ONPEIEIeHHON cTeneHn — (OpMHUPOBAHUIO OOILIECTBEHHOTO
JOBEpHsI K pa3BUTHIO OMOMETULINHEL

Eme omHUM HCKITIOUATENFHO BaXKHBIM ATAllOM B ONPEACICHUH Ha-
YYHOH TOJHUTHKU M CO3JAaHHH STHYECKUX PAMOK B 00JIACTH OHOMeEIH-
uuHbI ctano pazsutre B 1990-x romax meranpoekTa «I eHOM uenoBeka.
On BKmIOyan B ce0sl UCCIIEIOBAaHUE COLUANIBHBIX, TIPABOBBIX U 3THYE-
ckux acnekroB (Ethical, Social, Legal Issues — ELSI).

[Mosinenne uHcTpymeHnta CRISPR/Cas9 o3nameHoBano HOBBIi
9Tal 3TUYECKOr0 OCMBICICHUS Pa3BUTHA reHeTHKH. OHO COMpOBOXKaa-
JIOCh CKaHZaJIOM, CBSI3aHHBIM C TIOSIBIICHHEM IIEPBBIX B MHpE JIOJEH ¢
MOIU(PHULIMPOBAHHBIMUA KUTAHCKUM ydeHbIM X5 LI3sHbKYyeM renamu, —
6nusHenoB JIyny u Hand. B 1o ke Bpems HEI0OpOCOBECTHOM dKCIe-
PUMEHTaIBHON MPaKTUKE ObUT IPOTHUBONOCTABIICH 3apsyKeHHBINH mado-
COM 3THYECKOT'0 BBICKa3bIBAHUS HAYYHBIN IPOTECT.

B navane 2019 r. B uzganun Nature 18 BceMupHO M3BECTHBIX yue-
HBIX BBICTYIWJIM C 3asBJIECHUEM O II100aTbHOM MOPAaTOPUH Ha WCIIOJb-
30BaHME PEAAKTUPOBAHMS [EHOMA B KJIMHUYECKOW MPAKTUKE B TEUCHUE
(PUKCHPOBAHHOTO MATHIIETHETO TIEPHOAA C LIENbI0 O0CYKICHUS TEXHH-
YECKUX, COLUANBHBIX U ATHYECKHUX MPOOJIEM, a TAKKE C MPEATI0KEHIEM
KOHTPOJIS MCCIIEIOBAHUH B 00JIaCTH pelaKTUPOBAHUS TEHOMA YelloBEKa
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crienManbHeIM opraHoM [2]. Cpexn HOANKMCABIIMX 3asBICHUEC BHOBb
okazancs [lons bepr. 3anoxus B 1975 r. Ha KoHpepeHIUH B AcHio-
Mape OCHOBaHHME 3TOCA MPEJOCTOPOKHOCTH, OH Kak Obl 0003HAYHII
HEOOXOJUMOCTb BHOBb €0 akTyalW3HpOBaTh B CBETE IIOSBICHUS
CRISPR/Cas9.

3asBIeHNS HAYYHOTO COOOILIECTBA, a TAK)KE MHUIMATHBHBIX HAyY-
HBIX TPYII, BBIPAXKAIOLIMX HECOIJIacHe ¢ MPEXIIEeBPEMEHHBIM IpHMe-
HenueM uHctpymenta CRISPR/Cas9 B kinmHMueckol mpakTuke, BIIO-
CJICICTBHHM MIPO3BYYAIIM B pa3HbIX CTpaHaX MHUPA.

He meHee sipko BbIpaKEHHBIM OKa3ajiCsli MHCTUTYLIMOHAJIBHBIA H
PEITUTHO3HBIN TpoTecT. B myOnuYHOM HMpOCTpaHCTBE MOSBHUIICS LEbIIA
P 3asiBICHUN, HANPABJICHHBIX HA CIACPKUBAHHE Pa3sBUTHS TEXHOJIO-
THid pelakTUPOBAaHUS TEHOMa YelloBeKa, B OCOOEHHOCTU B OTHOIICHUH
MOJIOBBIX KJIETOK 4eloBeka (OTpayKeHUE psijia PEIUTHO3HBIX MO3UIIHN
OyzleT pacCMOTPEHO HYIKE).

[Iyte k BpeMeHHOMY TJI00aNbHOMY MOpPAaTOPHIO Ha T€HETHYECKOe
pEIaKTUPOBAaHUE 4YeIOBEKa (3apOJbIIICBOI JIMHMM) ObLT 0003HAYECH
emte B 2015 r., koryma ObUTH MPUHATHL 3asBicHUe HalmoHaNbHBIX WH-
crutytoB 310poBbs CIIIA (HU3) u 3asBieHne o TEXHOJIOTUAX pelak-
TUpoBaHus reHoMa B CtpacOypre Ha miieHapHOM 3acegannu Komutera
no 6uostuke Cosera EBporbl.

B nepBoM U3 HUX Aenancs akueHT Ha mpoliieMax 0e30MacHOCTH H
STHYECKUX MpoOliieMax, CBA3aHHBIX C M3MEHEHUSIMH 3aPOJIBILIEBOM JIU-
HUH, KOTOpBIE OYAyT NepeiaBaThCsl HHIUBHIAM CIIEIYIOIIEro MoKoie-
HUSl 0e3 MX cOoryacus, a TakKe Ha HeJOCTaTKe YOCIUTEIbHBIX Melu-
OUHCKUX TPHIOKEHHH, KOTOphIe ONpaBAbIBadM Obl TNPHMEHEHUE
CRISPR/Cas9 k smbpuonam [3]. B 3assnennn Cosera EBporbl akiieH-
TUPOBAJOCH BHUMAaHWE Ha IOJOXKEHHSX, M3NOXKEHHBIX B KoHBeHIMH
Cosera EBporbl 0 nipaBax uenoBeka u ouomenunuie (Kousenmuu OBb-
€/10), TJIe BBIPAXKCH 3alpeT Ha JIF000e BMENIATEbCTBO C IIEIBI0 MOJIHU-
(uKaMy reHoMa 4eJI0BEKa, eCIi OHO MOXKET BBI3BAaTh M3MEHEHUS Te-
HOMa TIOTOMKOB 3TOr0 4ejoBeka. brina moauepkHyTa HEOOXOIUMOCTD
onopsl Ha KOHBEHIINIO TIPH NPOBEACHUN MEKAYHAPOIHBIX 1€0aTOB MO
($yHAaMEHTaJIbHBIM BOMPOCaM, MOPOKAAEMBIM TEXHOJIOIHYECKHUMU
JOCTHKECHHUSMH, B YACTHOCTH TEXHOJIOTUSIMH PEAAKTUPOBAHHS F€HOMA.

BO3 noma mo KoHCEpBaTUBHOMY ITyTH CAEPKUBAHUS TEXHOJIOTHH,
yKa3aB, YTO TEXHOJIOTUHM PEJaKTUPOBAHHS T'€HOMa CO3Jal0T STHYECKHE,
COLIMAJIbHBIC, PEryJSATOPHBIE M TEXHOJIOTMYECKHE BBI3OBHL. M 10 Tex
nop, Moka He OyIyT pelieHbl 3THYECKHE W TEXHUYECKUE MPOOIIEMBI
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B 3TOH 00J1aCTH, peJakTHPOBAHUE T€HOMA TIOJIOBBIX KJIETOK YEIOBEKa B
KIMHUYECKUX MTPOTOKOJIAX pa3peuieHo ObITh HE MOXKET.

Uro kacaeTcst poCCHMCKON CUTyalluH, CBA3aHHOW C TOSBIEHHEM
BO3MOKHOCTH JITUTHMALUA PENPOLYKTUBHOTO PEAaKTUPOBAHHS Te-
HOMa uenoBeka, To BO3 BwIpasuna Oonbloe 6€CrOKONCTBO OTHOCH-
TENTFHO HaMepeHus: MoseKyisipHoro Ouonora [I.B. PeGpuxoBa moau-
(uUIMpOBaTH TeHBI, OTBEYAIOIIME 32 Tiepeady HacaeACTBEHHON (HOpMBI
riyxoTel. Bnocneacteun BO3 mopnepikana opuuuansHy0 MO3ZUIHIO
MunucTepcTBa 3ApaBooxpaHeHus PO, 3asBUBIIEro o npeKaeBpeMeH-
HOCTH OIBITOB C peJaKTUPOBaHUEM IeHOMa uenoBeka [4].

B mapre 2019 r. no nnnnmaruse BO3 6bu1 co3nan KoncynpraTus-
HBIH KOMHUTET JKCIIEPTOB, B COCTaB KOTOPOro BoILIM 18 ydeHBIX U3
pasHbIX cTpaH Mupa. B mpomecce ero paOoThl OBLIO MPEIIOKEHO
chopMUpOBaTh MEXaHMU3MBI cOopa WHGPOPMALUK 00 OMBITaX C MOIU-
¢ukanueit THK 3MOpruoHOB 1 pOBEACHUH KIMHUYECKUX HCIBITAHHUU.
Beipaxxennas B 2021 r. B peKOMeHJalMAX M0 pelaKTHPOBAHUIO TE€HO-
Ma [5] mosunms BO3 crana KyJIbMUHAIMOHHOW TOYKOW B Pa3BUTHU
mporecca ATHYECKOTO PEryJIUpOBaHHsI NPUMEHEHHs] HHCTPYMEHTa
CRISPR/Cas9.

Komurer npoBoaua mupokne KOHCYJIbTAUU U codupan uHop-
MAaIHIO0 O KIMHUYECKOM HCIIONB30BaHUN TEXHOJOTUI PeJaKTHPOBAHUS
reHOMa 4YelioBeKa, MPUBJIEKasi IKCIIEPTOB CO BCEr0 MUPa M MPEACTABU-
Tenell MEKIyHApOIHBIX OpraHM3alfi, HALMOHAIBHBIX HCCIIENOBa-
TENBCKUX HMHCTUTYTOB, HAIMOHAJIBHBIX COBETOB IO TEXHOJOTHSM,
TpyNI TMAUEHTOB W HMX 3alIUTHUKOB, OpPTaHU3allMi TPa)XIaHCKOTO
o01ecTBa, TPy KOPEHHBIX HAPOIOB, OMOSTHUECKUX KOMUTETOB, Ha-
YUHO-HMCCIENOBATENBCKIX OPraHU3alil U IPYrUX CTPYKTYp. YdacT-
HUKH 29 pa3IMyHbIX TPYIII BHECIH HEMaJIbIi BKJIa] B paboTy KOMHUTETA!
ObUTIO MPOBENEHO JABa OYHBIX 3acemaHus, 15 TeMaTH4ecKuX OHIalH-
BcTped, OblT cienan 71 moxnaa. B mpouecce paboTsl OblT pa3paboran
rJI0CcCapuil KITIOYEBBIX MOHATUH, MpeaHa3sHAuYCHHBIX AJIsi HeCIelrat-
3UPOBAaHHOH ayIUTOPUH.

C weneio He OMYCTUTH MPEXAEBPEMEHHOr0 Tiepexo/ia K KIMHUYe-
CKHM HCIBITAaHUSAM PEOAKTHPOBAHMS HACIEAYEMOro reHOMa 4eloBeKa
B ntojie 2019 r. renepanbublii nupektop BO3 cnenan 3assnenue o 6e3-
OTBETCTBEHHOCTH KJIMHMYECKOTO MPUMEHEHHUS PEeJakTHPOBAHUS TE€HO-
Ma 3apOJIBbIIIEBON JIMHUH YETIOBEKA.

B o0s3aHHOCTH KOMHUTETa BXOOWJINM KOHCYJIBTHPOBAaHHE W BHIpa-
00TKa peKOMEHIalui OTHOCHTEIFHO COOTBETCTBYIOIIUX MHCTUTYLIHO-
HaJbHBIX, HAUOHANBHBIX, PETMOHANBHBIX U TIIO0AIBHBIX MEXaHHU3MOB
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yIpaBieHHs PelIaKTUPOBaHUEM T'eHOMa deioBeka. VccienoBaHue Bo-
MPOCOB, CBSI3aHHBIX C 0€30MacHOCTBI0 M 3(P(PEKTUBHOCTHIO TIPUMEHE-
HUS TaHHOW TEXHOJIOTHH, B KOMIIETEHIIUIO KOMUTETa HE BXOAUIIO.

KomuTeroM ObUTH M3y4deHBI BO3MOXHOCTH, CBS3aHHBIE C PETyIHpPO-
BaHMEM IMPUMEHEHHS TEXHOJOTMU PEeAaKTHPOBAaHHSA T'€HOMa 4YEIOBEKa!
1) mocTHaTaIbHOE COMATHYECKOE PEIAaKTHPOBAHUE I'eHOMa YeIOoBe-
Ka; 2) mpeHataibHOE (BHYTPUYTPOOHOE) COMATHYECKOE PEeIaKTHpPOBa-
HHE TeHOMa YeJI0BeKa; 3) HaClIeAyeMOoe PeIaKTUPOBAaHHE TeHOMA Yeio-
BeKa; 4) SIUTreHeTHYeCKOe PeIaKTUPOBAHUE YENIOBEKA; 5) yirydIeHHe.

KomuTter Takke HCIonb30BaJl CEMb CLIEHAPHEB, IEMOHCTPUPYIO-
IIMX, KaK MOTYT COYETaThCS Ha MPAKTHUKE pa3iIMYHbIe KOMIIOHEHTHI
CTPYKTYpBI ylpaBiieHUs: 1) KIMHUYECKUE UCTIBITAHUS COMAaTHYECKOTO
PEAAKTHPOBAHMSI TEHOMa YEJIOBEKa MPHU CEPIIOBUAHO-KIETOUHOW aHe-
MHH; 2) KIMHUYECKUE HUCIBITAaHHS COMATHYECKOTO PEeNaKTUPOBAHUS
reHOMa 4YeloBeKa MpH OONIe3HHM XaHTHUHITOHA, 3) COMAaTHYECKOE pe-
JaKTHPOBaHHE TEHOMa YelioBeKa M HeloOpOCOBECTHBIC MPpeaNpUHIMA-
TEIM M KJIMHHUKH; 4) COMaTHYECKOE PEJAKTUPOBAHUE FEHOMA YelTOBEKa
W DIHUTCHETHYECKOe PEAaKTUPOBAHME AJISI YIAYYIICHUS CIHOPTUBHBIX
CIIOCOOHOCTEH; 5) pemakTHpoBaHHE HACIEIYEeMOro T'€HOMa YelOBeKa
(mnst Boctipom3BeieHus1); 6) HACIEACTBEHHOE PEaKTUPOBAHUE TEHOMA
YelnoBeKa M HeTOOpPOCOBECTHBIE MPEANPUHUMATEIN W KIMHUKH, pac-
MIUPSIONIAE BCIIOMOTATEIBHYIO PENpPONYKLHIO; 7) TpeHaTalbHOe
(BHYTpHYTpOOHOE) COMAaTHYECKOE PElaKTHPOBAHUE I'CHOMA YeJIOBEKa,
KIMHUYECKUE UCTIBITAHUSI MYKOBHCLUI03a. JTH CLEHAPHH PacKphbIBa-
10T TIPaKTHYECKHE MPo0IeMbl, KOTOPhIE MOT'YT BOSHUKHYTh B Oyayiiem
MIpY BHEIPEHUH HCCIICOBAHNHN pelaKTUPOBAaHUS TeHOMa YeTIOBEKA.

Hwmxe OyayT ocBeleHbl KIIOUEBBIE TEMBI M MOJOXKCHHUS AaHHBIX
PEKOMEHIAIM U B CBOAHOM BHJIE MTPECTABICHA UX CHCTEMAaTH3alHs B
BOCBMH Tabiuuax, 0000IAOMKX coAep >kaHue OCHOBHBIX Maparpagon
3TOT0 JOKYMEHTa M (PUKCUPYIOUIMX LIENH, ACHCTBUS M PEKOMEHAALUU
KoncynbpratuBHOro Komutera 3kcreproB BO3 B obnactu pegaktupo-
BaHUS TeHoMa. Peub HIIeT 0 TaKuX acmeKTax peryJupoBaHHs TEXHOJIO-
T'Hid PeAaKTUPOBaHUS TeHOMA YellOBeKa, Kak:

- muaepctBo BO3 1 ee reHepaibHOTO TUPEKTOPA;

- MEXIYHAPOIHOE COTPYAHUYECTBO B LEMIX dPPEKTUBHOTO YIPaB-
JICHUS ¥ Ha/130pa,;

- peecTphl peqakTHPOBaHUSA T€HOMa YETIOBEKa,

- MEXYHAPOJHBIE NCCIIEOBAHNS U METUIIMHCKUE MTOE3AKH;

- HE3aKOHHbIE, He3apEruCTpHPOBaHHBIC, HEITUYHBIC WM Hebe3omac-
HBIE UCCIIEAOBAHUS U JPYrHe BUABI IEATEIbHOCTH;
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- HHTEJUIEKTyaJIbHasl COOCTBEHHOCTE;
- o0pa3oBaHMe, y9acTHE U pacIIMpeHUE MPaB U BO3MOXHOCTEH,;
- 9TUYECKHE IICHHOCTH W TIPHHIIMITBI ISl uctioib3oBanus BO3 [5].

Ta6muna 1*

KnioueBast tema. JIunepctso BO3 u ee ['enepanbsHoro aupexropa.

Heab. Komurer cuntaer, uro BO3 u ee ['eHepanbHbI TUPEKTOP MOIKHE
BECTH 3a COOOH ITyTeM MOpPAJIbHOrO yOeXKICHUsS, MOOYKAasi APYTUX IPUBETCTBO-
BaTh W aKTUBHO MOAJEpXkHBaTh BHAeHHe BO3 MO MpOABIKEHHIO PAaBEHCTBA B
00JIaCTH 3/JpaBOOXPAHEHUS U YMEHBIICHHS YeJIOBEUECKUX CTpalaHuUiL.

HeiicrBus. 1. ConelictBoBaTh 3(p(eKTUBHOMY YIPaBICHUIO M HAA30py 3a
peIaKTHpOBAaHHEM I'€HOMa UYEJIOBEKA B COOTBETCTBHH CO 3/APABBIMH 3THUECKUMHU
LCHHOCTAMHA M TpHHUUIaMu. 2. [ToanepXuBaTh COOTBETCTBYIOIME ACHCTBU
JIPYTHX JIHI[ B PO OPTaHU3aTOpa U (GacHIUTATOpA.

Pexomenganum.

8. BBITh OTKPHITEIMU B OTHOIICHHH BO3MOXKHOCTEH M Tpo0iIeM, CBSI3aHHBIX C
PeIaKTHPOBAaHMEM T€HOMA EJIOBEKA, M3/IaraTh 3TH BOIPOCHI SCHBIM, 0€3 KaproHa,
SI3BIKOM, JOCTYITHBIM IS BCEX;

b. Yerko 0603HAITE THYECKUE ACTIEKTHI PeIAKTHPOBAHIIS TCHOMA YeI0BEKa.
JIiist 3TOr0 MOTPEOYIOTCS 3asABICHUS KaK O COMAaTHIECKOM, TaK M O HACJICICTBEH-
HOM pENaKTHPOBAHHH T€HOMa dYeloBeKa. [l COMATHYIeCKOro pemaKTHPOBAHUS
TeHOMa YeIOoBeKa 3asBICHHE JIOJDKHO KAcaThCsl CIPABEIMBOTO IOCTyHa K IIpe-
MMYIIIECTBAM HCCIIEIOBAHUI M OIPEIEIICHHSI TPHOPUTETOB (HATIPUMED, CEPIIOBUI-
HO-KJIeTOYHasi OOJIe3Hb KaK TpHopuret). JIsi peqakTHpOBaHusT HACIECACTBEHHOTO
TeHOMa HYeJIOBeKa, KaK MHUHUMYM, 3asBICHHE IOJDKHO IOBTOPSTH IIPEIBIIYIIEe
3asBiIeHue, caenannoe B urone 2019r.;

C. 3noxxenne MOCIeACTBHII HECIIOCOOHOCTH PEIINThH CTOSINHE Iepe]] HaMu
STHYECKHE BOIIPOCHI, €CIIU MBI OyZeM pa3pabaTsiBaTh M HCHONIB30BATh TEXHOJIO-
run 0e3 IpeBapUTeIbHOTO TIIATEIFHOrO 00 yMBIBAHIS I HAMEPEHHOTO COBME-
CTHOTO IIPUHSTHS PEIICHUIL.

KomMmenTapmuii. Kak BUIHO U3 TpEICTaBICHHON BHIIIE TAOIHUIHI,
BO3 mponomxaer HacTauBaTh Ha CBOEM JIUJEPCTBE MO BOIPOCY pe-
JAKTUPOBAHUSI T€HOMAa YeNoBeKa, Impu 3ToM Iutansl BO3 opueHTHpo-
BaHBI Ha JIOMHHUPYIOIIUE MMO3UIIUU B 3TOH cepe Kak B KpaTKOCpOU-
HOU U CPEIHECPOUYHOM, TaK U B JOITOCPOUYHOHM mepcrekTuBe. OHAKO B
JIOKYMEHTE MOAYEPKUBACTCS HEOOXOMUMOCTh MPHUBJICUCHUS JTOTIONHU-
TEIBHBIX PECYPCOB, BKIIOYAS MOJUTUYCCKUI KamuTaj, U yKa3blBaceTCs
Ha CJOXHOCTb OCYLICCTBJICHHMS 3TOH LMW B YCIOBUSAX MaHAEMUU
COVID-19.

! 3nech i manee B TabIMIAX HCMOTB30BAHb! (hparMenTs! HoKIana Koncymsratis-
HOro Komurera skcrepros BO3 [5].
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Takke Ba)XKHO OTMETUTh AITHUECKYIO HANpaBICHHOCTb MO3UIUU
BO3. Ona nonpaszymeBaer opueHTAIMIO HA OTPBITHIN AUAJIOT U BbIUJIC-
HEHHE TIEPBOOYECPEAHBIX 3ajad 10 MUCCIICAOBAaHUSAM B OOJIACTH PEJaK-
TUPOBaHUS TEHOMAa YENIOBEKA, a TaKKe OOCCIICUCHUE CITPABEIMBOTO
JOCTyIIa K TOJYYCHHBIM pE3yJIbTaTaM U HCCICNOBAHUSIM, HECYIIUM
MPEUMYINECTBA JIJIsl TTAIIMEHTOB, CTPAIAIOIINX TEM MM UHBIM 3a0oiie-
BaHneM. KoMHTET Tpy 5TOM yKa3bIBaeT Ha HEOOXOIAMMOCTH MPOSCHE-
HUS 3TUYECKOH MO3UIUHU 10 MpolieMe KaKk COMAaTUYECKOro, TaK U Ha-
CJIEICTBEHHOT'O PEaKTUPOBAHUS FCHOMA YEITOBEKA.

Tabnuna 2

KnioueBasi TeMa. MexyHapoqHOE COTPYJHHIECTBO B HEIIIX 3P (HEKTHBHOTO
YIIpaBICHUS U HaJ[30pa.

Heab. Komurer cumraer, 94To Ba)KHO M3YYHTh BO3MOMKHOCTH COBMECTHOTO
MEKTyHApOIHOTO YIIPABJICHUS M HA[30pa 32 PEAAKTUPOBAHUEM TEHOMA JEIOBEKA.

JeiicTBuS.

1. Cobpatps BMecTe MEKAyHapOIHBIE OPTaHMU3AINH, YIPESKACHHUS, OPTaHbl U
JIIOZICH, 3aMHTEPECOBAHHBIX B JTHKE U YIPABICHHM pPENAKTHPOBAHHEM TI'€HOMAa
YeJI0BeKa.

2. OOMmeHuBaThCsT MHPOPMAIHEH O COOTBETCTBYIOIICH MONUTHKE (BKITIOUAs
3aKOHBI, IPABUIA U PYKOBOJCTBA).

3. OnpenenuTh TOYKH COrIacHs HMIIH CONMKEHHMS, CBSI3aHHBIE C MEXKIyHAPOI-
HBIM yIPaBIICHAEM.

4. VI3yauTh BO3MOXXHOCTH IS COBMECTHOTO B3aNMOJIEICTBHS, YCTAaHOBIICHUS
CTaH/IapTOB, IIPOBEICHNUS PAaCcCICOBAHUH U Ha30pa.

Pexomenganuu. Y4uTeIBas, 9TO MOCIEACTBHS PEAAKTHPOBAHUS TEHOMA He-
JIOBEKa TECHO CBSI3aHBI C O0Jee MIMPOKHMH YCHIMAMH B 00JAaCTH HOBBIX TE€XHO-
JIOTHH, pefaKTHpOBAaHHE IEHOMA YEJIOBEKA MMEET IIOCIEACTBUS HE TOJBKO IS
00IIECTBEHHOr0 3[JpaBOOXpaHeHMs. B TO ke BpeMsI HCIIONB30BaHNUE PEIAKTHPOBa-
HUS TeHOMa, He CBS3aHHOE C PEJAKTHPOBAHHMEM I€HOMA UEJIOBEKA, MOXET HMETh
TIOCTICACTBYSI IJII OOIISCTBEHHOTO 3[paBOOXpaHeHMs. B 3Toi cBs3m HeoOXxomum
I7100aTBHBII IpoIece AT N3yIEHHsT COBMECTHOTO MEXKTyHAPOIHOTO YIPABICHUS
1 Ha/130pa 3a peJaKTHPOBaHMEM reHoMma denoBeka. HeoOxoxmmo 3amelicTBoBaTh
LIMPOKUIl CIIEKTP OpraHU3alui, y4pexKJICHHUU, OpraHoB U IpeCTaBUTEICH pas-
HBIX HapOIHOCTEH B OyIymuX Iporeccax Haa3opa 3a PeJaKTHPOBAHHEM I'eHOMa
YeJI0BeKa. JTH OpraHbl MOTYT UMETh KOHKYPHPYIOIIIE HHTEPECH! MM MAHAATEHL
ITorpebyroTcss 3HAUUTENBHBIE PECYPCHl ML YCTOHYMBOI'O MEXKIyHapOJHOTO
COTPYJHIYECTBA.

KommenTapuii. B 1abn. 2 npuBeneHsl KiroueBble MOJIOKEHUS T10-
suuun BO3 no Bompocy MexayHapoqHoro coTpynHudecTsa. Kak cre-
nyeT U3 Tekcta AokyMeHTa, BO3 Ha MeXTyHapOIHOM ypOBHE IUIAHUPY-
€T KOHCOJIMVPOBATh YCHIINS pa3INYHbIX OpraHU3alli U OCYILECTBIIATh
oOmeH nH(pOpMaImel o0 MOJIUTHKE B 00JIACTH PEJAKTUPOBAHHS T'€HOMA
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YEJIOBEKa, a TAKXKE O CYIIECTBYIOISH HOPMAaTUBHOU 0a3e. YKasbiBaercs
Ha BO3MOXHBIA TJI00QNBHBIA XapakTep MOCIEACTBHN PEIAKTHPOBAHUS
TEHOMA YEJIOBEKAa M B LIENOM Ha BIUSHUE UCIOIb30BaHUS PEIAKTUPO-
BaHUs reHoMa (pedb y)Ke HJET HEe TOIbKO UCKIIOUNTEIRHO O YEITOBEKE,
HO M O IPYTUX MPUPOTHBIX 00BEKTaX) Ha OOIIECTBEHHOE 3APaBOOXpa-
Henue. [Ipu3biBasg K OCYLIECTBICHHUIO NEMOKPATHUECKOW MPOICHYpPHI
HaJ30pa 3a TEXHOJIOTHEW peNaKTHpOBaHUS TeHoMma uyenoBeka, BO3
IJIAHUPYET 3a1eUCTBOBATh IIMPOKUN CHEKTP OpraHU3alui, yupexie-
HUM, OPraHOB U MPEACTABUTENEH pa3HbIX HAPOIHOCTEH.

Tabnuna 3

KiroueBasi Tema. PeecTpbl peJakTUpOBaHUS TCHOMA YEIOBEKA.

Hens. Komuter cunraer, 9T0 HEOOXOAMMO CPOYHO MOTYIHUTH OOJICE MOTHYIO
nH(pOPMAIIO O TeKyIIeH MPaKTHKe, CBS3aHHOM C COOTBETCTBYIOIIUMH (hyHIa-
MCHTAJIbHBIMY, JOKIHHHYCCKUIMH U KIMHHYECKUMH HCCIEIOBAHMSIMHU PEIaKTH-
pOBaHUS TeHOMA YeJIOBEKa, U O XOJE X ITPOBEACHHS.

JeiicTBuS.

1. Co3pmats 1 pa3mecTuts PeecTp KIMHIYECKUX UCIBITaHMI 110 PEeAaKTHPOBa-
HUIO TEHOMA YeJOBEKa, KOTOPHII 00ECHEeYNT CTPYKTYpPUPOBAHHBIE MEXAHU3MBI
Ut cOopa M XpaHeHHsT HHPOPMAINHK O IUTAHUPYEMbIX M TeKYIIUX KIMHHIECKHX
HCIIBITAHMSX, BKITIOYAIOMNX PEIAKTHPOBAHNE TEHOMA YeJIOBEKa.

2. CozeiicTBOBaTh TOMY, YTOOBI KJIMHHYECKHE HCIIBITAHHS, BKIIIOYCHHBIC B
Peectp KIMHNYECKHMX UCIBITAHUH PENAKTHPOBAHMS T€HOMA YEJIOBEKA MONYYMIIN
HaJUTeXalree 3THIECKoe 0OJ00PEHUE TO PETUCTPALIHNL.

3. IopyunTh HEOONBILIOMY YKCIIEPTHOMY KOMHUTETY MOHUTOPUHI M OOHOBIIC-
Hue Peectpa KIMHMYECKNX HCIIBITAHWH IO PEJAaKTHPOBAHUIO TCHOMA UYEIIOBEKa,
0030p MEXIyHapOXHBIX CTAHAAPTOB M Pa3pabOTKy MEXaHH3Ma PELCH3UPOBAHMS
KIIMHIYECKUX HCIBITAHHH, U3Y4UTh MEXIYHApOIHBIE CTAHAAPTH U pa3padborath
MEXaHM3M 0030pa ISl BBIBICHHS W MPEIYNPEKICHHS JIIOACH O KIMHUIECKUX
HCIIBITAHMSIX C UCIOJIB30BAaHIEM TEXHOIOIHH pelaKTHUPOBAHHS T€HOMA YeJIOBEKa,
BEI3BIBAIOIINX OECIOKOHCTBO.

4. Oxa3ath MOAAEPKKY WICHAM HayJdHOTO COOOIECTBA B CO3JIaHUU PeecTpa
0a30BBIX M JOKIMHUYECKUX HCCICIOBAHUM C HCIIOJB30BAHHEM TEXHOJIOTHH
pEeIaKTHPOBaHUS T€HOMA YeIOBeKa, KOTOPHIH 00ECIIeYHT CTPYKTYypHPOBaHHEIE
MEXaHM3MBI U1t cOopa U XpaHeHUsI HH(OPMALIUH O TUIAHUPYEMBIX U IIPOBOIH-
MBIX HCCIIEJJOBAaHHSAX C HCIIOIB30BAHHUEM TEXHOJIOTMH PelaKTHPOBAHHS TeHOMa
YeIOBeKa.

5. Onpenenuts NMPHHAMAOIIYI0 OPTaHU3ANHUIO Ui 0a30BOr0 M JIOKIMHHYC-
CKOTO peecTpa MOciIe ero CO3JaHus.

6. IMoowpsts 3¢ dexkTnBHOE MHOOPMHUPOBAHHE O HE3aKOHHBIX, HE3apErUCT-
PHUPOBAHHBIX, HESTHUHBIX FJIM HEOE30MACHBIX KIMHHIECKHX HCHBITAHUAX PElak-
THUPOBAHMS FEHOMA YEJI0BEKa.
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Pexomenganuu. BO3 cnexyer croco6CTBOBATH TOMY, YTOOBI KIMHUYECKUE
HCIIBITAHUS. C HCIIONB30BAaHMEM TEXHOJOTHH COMAaTHYECKOTO peNaKTHPOBAHHS
TeHOMa YeJI0BEKa PacCMAaTPHBAINCH M YTBEP)KIAINCH COOTBETCTBYIOIIMM KOMH-
TETOM TI0 HCCIIE0BATENIBCKOM ITHKE 10 BKIIIOUCHMS B PeecTp KIMHHYIECKUX HC-
TIBITAHUH PeIaKTHPOBAHMS TEHOMA YeIOBEKa.

HamponansHble ¥ perHOHATBHBIE PEECTPBl KIIMHUYCCKNX MCIIBITAHUHA JTOJDKHBI
TpeboBaTh MHPOPMAIUIO 00 ITHIECKOM OJOOPEHHH, KOrJa PETHCTPAHTHI Ipes-
CTaBJISIIOT MCCIIEAOBAHMS, HCIOIB3YIONME TEXHOIOTHH PEAAKTHPOBAHMS TeHOMa
genoBeka. Takast nH(opMaIys JoKHA OBITH MPEACTaBICHA B JICTKOLOCTYITHOM
¢dopmare aist nepeona. Ecnu B OymymieM KIMHIYIECKUE UCIIBITAHUS C HCIONIB30-
BaHHEM TEXHOJOTHH pEeJaKTHPOBAaHMS T€HOMA YEJIOBEKa, IEPEeIAalONINXCS II0
HaCJIEACTBY, OyAyT Ol0OpEHSI, CleyeT MPHHITH AHATOTMYHBIC MEPHI IS BKITIO-
YEHUSI COOTBETCTBYIOIMX JaHHBIX B PeecTp KIMHIYECKNX MCTIBITaHHH.

BO3 cnenyer o0paTUTHCS K HAMOHAIBHBIM U PETHOHAIBHBIM PeecTpaM KITH-
HUYECKUX HCIBITAaHHI C MPOCHOOH MCHONB30BaTh KITIOYEBBIC CIIOBA ISl HACHTH-
(UKanuy KIMHAYECKUX HUCIBITAHUH C MCHOJIB30BAaHUEM TEXHOJIOTHH pelaKTupo-
BaHMS 'eHOMa YeJIoBeKa. Takoe KIII0UeBOe CIIOBO, KaK «PEJaKTUPOBAHHIE TE€HOMA
YEJI0BEKa», ITO3BOJISIONIEE OXBATHUTH JIIOOOH M3 MHOTMX BapHaHTOB TEXHOIOTHH
pEeIaKTHPOBAaHMS T€HOMA YEeJIOBEKa, IO/DKHO OBITh BKJIIOYCHO B PEECTPBL IJTO
IIPEeIOCTABUT BO3MOMKHOCTH HAI[MOHATBHBIM M PETHOHANIBHBIM peecTpaM u Peectpy
KIIMHUYECKUX HCCIICIOBAaHWI pPEeJaKTHPOBAHMS TCHOMA deloBeKa OBITH B Kypce
TEXHOJIOTHIECKHUX H3MEHEHHIA.

JIroOBle KIIMHUYECKNE HUCTIBITAHUS C HCIOIb30BAHUEM )K€ MMEIOMNXCS WIN
pa3pabaThiBAEMBIX HHCTPYMEHTOB PEIAKTHPOBAHHS TeHOMA YeJoBeKa (Hampu-
Mep, B paMKax IPOrpaMMBl PEJAKTHPOBAHUS T€HOMA COMATHYECKUX KIIETOK
CIIA) HOmKHBI OBITH BKITFOYCHBI B PEECTP.

IIporpamMma cOMaTH4YECKOrO PEAAKTHPOBAHMS reHoMa HamnoHanmbHBIX WH-
ctutyToB 370poBbs CIIA Taxke HODKHA BKIIOYATh «PEIAaKTHPOBAHIE TCHOMAa»
B Ka4eCTBE MTOMCKOBOIO TEPMHUHA.

KommenTapmii. BaxnelimuM nyHkroMm nosunuun BO3 sBrigercs
cozzaHue PeecTpa KIMHUYECKUX MCIBITAHUN MO PENAaKTHPOBAHUIO Ie-
HOMa uenoBeka. KoHcynsraTuBHBIN KoMuTeT 3KcriepToB BO3 obparmaer
BHMMAaHHE Ha HEOOXOIMMOCTb ATUYECKOrO OJO0OpEHHs 10 perucrpa-
WU KIMHUYECKUX HCTBITAHUH, MOCTOSHHOTO MOHHTOPUHTA U OOHOB-
neHust PeecTpa KIMHMYECKUX HCHBITAHUM MO PENAKTHPOBAHHUIO FEHOMA
YeJIoBeKa, a Takke 0030pa MEeKIYHAPOAHBIX CTAaHIAPTOB U pa3pabOTKH
MeXaHU3Ma peleH3upoBaHus. PekoMeHayeTcst pacCMOTpEHNE U yTBEp-
JIEHUE COOTBETCTBYIOIIMM KOMHUTETOM IO MCCIEN0BATENBCKON ITHKE
KJIMHUYECKUX HCHBITAaHUM C MCTIOIB30BAHUEM TEXHOJIOTHI coMaTH4e-
CKOTO peNaKkTUPOBaHWs TeHOMa uenoBeka. MHTeHums rinoGaibHOrO
OXBaTa CYIIECTBYIOIIEH MEXKIyHapOJHOM NpPAKTHKW HaIlpaBlIeHa Ha
MUHUMH3ALUIO PUCKOB AJIS 30POBbS YEIOBEKA M CBOEBPEMEHHOE OIO-
BEILIEHHE O HEAOOPOCOBECTHBIX MCCIEIOBAHUAX, BBHI3BIBAIOLIMX Oecmo-
KoiicTBO. Takxke HEOOXOAUMO PEIIUTh IPOOIEMY BO3MOXKHOCTU OBICT-
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poro nocryna k uHpopmaruu. C 3Tol Henblo Mpeagaraercs ynpocTuTh
ITOPUTMBI TTOKCKA MH(OpMALMK MO BEAYIIUMCS KIMHUYECKUM HCIIBI-
TaHUSIM B IIETSIX CBOEBPEMEHHOI'O M TMOJHOTO OOMEHa peleBaHTHOU
nH(pOpMaLUEH.

Tabnuna 4

KiroueBasi Tema. MexyHapoaHble UCCIEIOBAHMS U MEIULIMHCKUI TYPU3M.

Heas. Komuter moguepkuBaeT BaXKHOCTH MPEAOTBPAIICHUS HAYIHBIX HCCIIe-
JIOBaHUI ¥ MEITUIMHCKUX IOE3/I0K, KOTAa OTJEIbHbIC JIMIAa WIN KOMIIAHHH OCY-
IIECTBIIIOT CBOIO JIESITENIBHOCT B CTpPaHaX, II€ OTCYTCTBYeT HEOOXOoAnMas
MONUTHKA (BKITIOYAs 3aKOHbI, PETYISATHBBL U PYKOBOJIIME PUHIIAIIGL) JTHOO
COOTBETCTBYIOIASI ITOJUTHKA MPOBOJUTCS, HO OTPAaHHUYCH HIM OTCYTCTBYET
Hax30p 0e3 Kakoi-Tiu00 MHOI MPUYUHBI, KPOME CTPEeMIICHUS N30eXaTh OTBETCT-
BCHHOH MONUTUKY, HAA30pa U THYECCKUX PEKOMEHIALUIL

HeiicrBus. aTerpupoBars B cooTBeTcTBYIonme Mepomnpustus BO3, Bxiio-
qas Te, KOTOPBIE OCYIIECTBISIOTCS B PE3yNIbTaTe APYTHX PEKOMEHIAIMH HACTOS-
IIEero JOKyMEHTa, 0c000e BHUMAHUE YIEIHUTH IPEJOTBPAICHHIO CIIydacB IIPOBe-
JICHUS] HAYIHBIX HCCICHOBAHWH M MEIWIIMHCKOTO TYpH3Ma, KOT/a OTACIBHBIC
JIUIA WIA KOMIIAHUH OCYIIECTBISIOT CBOIO AEATENBHOCTh B CTpaHax, TAE OTCYT-
CTBYET COOTBETCTBYIOIIAS IIONMTHKA (BKIIFOYAst 3aKOHBI, TIPABHIIA U PYKOBOICTBA)
W MEETCSl COOTBETCTBYIONIAs TOMUTHKON, HO C OTPAHUYEHHBIM W OTCYTCT-
BYIOIIMM HAJ30POM B IENSAX M30€XaTh OTBETCTBEHHON MHOIUTUKH, HAA30pa H
COOTIOCHNST ITUYECKHUX HOPM.

Pexomenganuu. ['eHepalbHblil JUPEKTOp B XOA€ KOHCYNBTAllMi CO CBOUM
HOBBIM HaydHBIM COBETOM JOIKEH CIENaTh MOIUTHIECKOE 3asBICHHE O TOM, YTO
HCCIICIOBAHMS B O0OJIACTH COMAaTHYECKOrO PEeNaKTHPOBAHMS I'€HOMAa 4EJIOBEKa U
PEeIaKTHPOBAHMS TEHOMA 3apOJBIIICBOI JIMHUN YEJIOBEKA JODKHBI IPOBOJUTHCS
TOJBKO B TeX IOPUCIAWKIWAX, IZI€ CTh HAI[MOHAIbHAS MOJUTHKA U MEXAHU3MBI
Ha/30pa.

OTcyTcTBHE MOIUTHKY, OXBATHIBAIONICH pEeJaKTHPOBaHHE I'EHOMA YEI0BEKa,
JIOJDKHO MCKITIOYaTh BO3MOXKHOCTH IIPOBEACHHS TaKUX HCCIEIOBAHUM B JTAHHOM
crpane. BO3 u apyrue opranmzamum, Takue kak KOHECKO, nomkxHB IOMOYB
rocyJapcTBaM-4wiIeHaM B pa3pabOTKe WM afaNTaliy BHYTPEHHEH IOIUTHKH IO
Mepe He0OXOIUMOCTH, BKIIIOUasl CIIydau, KOr/ia TOCYAapCTBO, HE UMEIOIIee BHYT-
peHHEW TOMUTHKA B OTHONICHWHM DPENAKTHPOBAHUS T€HOMAa YEJIOBEKa, JKEIaeT
MIPUHATH YIaCTUE B TAKUX HCCICOBAHMUIX.

BO3 non pykosoncTBoM cBoero HaydHoro coBeTa AOMKHA BKIIOYUTH BO BCE
CBOM COOTBETCTBYIOIINE MEPONPUSITUS AKIEHT Ha COICHCTBHEC OTBETCTBEHHBIM
MEXTyHapOIHBIM HCCIEIOBAaHUSAM M MEIUIMHCKHM moe3nkaMm. Hampumep, sTor
BOIIPOC MOXKET OBITH BKJIIOYEH B MAHJAT KaK COBEUIAHUS PEryIHPYIOIIUX Opra-
HOB U3 TOCYZAapCTB-WICHOB B paMKaX PEKOMEHIAIMH MO0 MEXIYHAPOTHOMY CO-
TPYJHUYECTBY, TaK M COBELIAHUS IO OIPENEICHUIO MacIiTa0OB IESTEILHOCTH
IUI COOOILIEHHMS O HE3aKOHHBIX, HE3apPETMCTPHPOBAHHBIX, HEITUYHBIX WM He-
0€30IMaCHBIX MCCICIOBAHMSIX U APYTUX BUAAX JCATEIBHOCTH.
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KommenTtapnmii. ITo kmrodueBoil TeMe «MexayHapOoaHbIe UCCIIENO0-
BaHUS U MEIUIMHCKUN TypH3M», KaK ciexyeT u3 1adn. 5, Koncynpra-
TUBHBIA KOMHTET 3KcrepToB BO3 oOpariaer BHUMaHHE HA MIPEIOTBpa-
IIEHNE HAy4YHBIX UCCIIENOBAaHUN U MEIULIMHCKUX MOE3JI0K B CTpaHax co
CHMDKCHHBIMU 3TUYECKUMH CTAHAApPTaMH, OTCYTCTBHEM HEOOXOIMMOM
HOpPMAaTUBHON 0a3bl U COOTBETCTBYIOUICH MOJIMTUKOW 3paBOOXpaHe-
HUS. 37eCh TaKKe UACT peub 0 HEOOXOIUMOCTH BBIPAOOTKH COOTBETCT-
BYIOIIEH BHYTPEHHEW MOMUTHKU 1O MPOBEIEHHUIO MCCIENOBaHUM, Co-
OTBETCTBYIOLIEH HaAneXalmed KINHUYECKONW MPAKTUKE M 3TUYECKUM
cTagaapraM, npuHATeIM BO3. B aTol CBs3M mpomnucaHa pekoMeHa-
LU O TOM, YTO MCCIEAOBAHMUS B 00JIACTH COMAaTHYECKOTO PEIaKTHpPO-
BaHMA IE€HOMa 4YelnoBeKa M PEeJaKTUPOBAaHUS T'€HOMa 3apOJbIIIEBOM
JIMHUM 4YENOBEKA JTOJIKHBI IPOBOAUTHCS TOIBKO B TE€X IOPUCIUKIUAX,
I/le €CTh HallMOHAJIbHASI TOJIMTHUKA M MEXaHHU3MBI Ha/130pa.

Tabnuna 5

KnioueBasi Tema. He3akoHHbIe, He3aperucTpUpOBAHHBIC, HEITUYHBIC WIN
HeOe30IaCHbIe UCCIeIOBAHNS U APYTUE BUIBI JESTEIBHOCTH.

Leas. Komurer cauraer, 9T0 O4CHb B&XKHO NPOBHTAaTh MAKCHMAIBHO OTKPBI-
TYIO HAYKY.

HeiicrBus. 1. OcymecTBnsaTh paboTy Kak ¢ HUCCIIEAOBATEIBCKAM COOOIIECT-
BOM, TaK W C JIIOJbMH, UMEIONINMH OMBIT HHPOPMUPOBAHUS O BO3MOXHEIX TIpa-
BOHAPYIICHUAX, JUIS IIPOABIKCHUS KYIBTYPBI OTKPBITOH HAYKH.

2. OcymecTBIATh PaboTy KaK C MCCISIOBATEIBCKHM COOOIIECTBOM, TaK U C
JIIOABMHM, MIMEIOIIUMH OIBIT CBHIETEIHCTBA O BO3SMOXKHBIX INIPABOHAPYIICHUSX,
C IeNBI0 ONpeJeNICHNs] MeXaHU3MOB 3((eKTHBHOr0 MH(GOPMHUPOBAHHUS O HE3a-
KOHHBIX, HE3aperuCTPUPOBAHHBIX HCCIEAOBAHMAX, a TAKXKE HEITHYHOH WM He-
0e30MacHON HCCIEN0BATEIECKON 1 MHON IESITEIFHOCTH.

Pexomenganuu. BO3, ommpasce Ha peKOMEHIAIIMM HEJABHO CO3JaHHOTO
CoBeta 10 HayKe, JOJDKHA MOPYIUTh OTEeTy HAyKH BO3TTIaBUTH CO3aHUE MEXK-
CEKTOPAJIBHOTO COTPYAHMYECTBA IO Pa3pabOTKe IOCTYIMHOTO MEXaHU3Ma JUIs
KOH(pHICHIINATFHOTO COOOMICHUS 00 OMACCHHUAX O BO3MOXKHO HE3aKOHHBIX, He3a-
PETUCTPUPOBAHHBIX, HEATHIHBIX U HEOE30MACHBIX HCCICIOBAaHUSAX W JPYIUX BU-
Jlax JEeSTeIbHOCTH IO PEJaKTUPOBAHMIO TEHOMA YeIOBEeKa. MeXaHu3M IOIDKeH
BKJIIOYATh: 1) YETKYIO CHCTeMy OTYETHOCTH; 2) MPO3PAYHBIi MPOLIECC PacCIeno-
BaHWs; 3) TOAAEPKKY ¥ 3aIUTY TS TeX, KTO BhIpaxkaeT Oecrokoiicto. CoTpya-
HUYECTBO JODKHO HCIOIB30BaTh MPEHUMYINECTBA OPTaHU3AINA U CYIIECTBYIO-
IIMX MEXaHM3MOB PAacClIeIOBaHUS M KOHTPOJIS TAaKUX SKCIEPUMEHTOB, BKITIOUAsL:
HAIMOHAIBHBIC PETYIUPYIOIIE OPTaHbl; MPOPUIbHBIEC MMPABUTEIHCTBCHHBIC MU-
HHUCTEPCTBA, aKAJEMHH HAayK M MEAWIHUHBI (4 TakKe MEKakaJeMHIECKOe Mmapr-
HEPCTBO); JKYpHAJIBI; MPOPECCHOHANBHBIE 00IIeCTBa U (HOH/BI, 00IIECTBA U (-
HaHcupyompe opranusanmyd. BO3, mo kpaiiHeidi Mepe Ha HAdYabHOM JTale,
JTOJDKHA OBITH MECTOM, KyZla MOXKHO COOOIIUTH O Mpo0iieMax, MpeKIe YeM Tojie-
JIUTHCS MU C HanOoJiee MOAXOSIIMME OpPTaHAMH PAcClICIOBAHMS U TUCIUILIN-
HapHOTO KOHTPOJISI IEPEUUCICHHBIX TT00aJIEHBIX TAPTHEPOB.
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KommenTapuii. B 1abn. 5 mpeacrasnena nosummsa BO3 no nesa-
KOHHBIM, HE3apErUCTPUPOBAHHBIM, HEITUYHBIM FITH HEOC30IMACHBIM HIC-
CJIEIOBAHUSIM U JAPYTUM BHJAM JAEATEIBHOCTU. [Ipy 3TOM O4EeHBb BaXHO
00paTuTh BHUMaHUE Ha npemiaraeMyro BO3 ueto npoaBmKeHHS Kyilb-
Typbl OTKpbITOM Hayku. KympTypa OTKpBHITOM HayKu MOJpa3zyMeBacT
BO3MOYKHOCTb JIEMOKPAaTHUECKIM MTyTEM BBIPAa3UTh 00ECIIOKOCHHOCTB 110
MOBOJIY 3THYECKOM COCTaBISIONICH MPOBOAMMBIX HccienoBaHuil. WH-
CTUTYT OTKPBITOM HAyK MO3BOJMUT BBIBUTH BO3MOXKHBIEC MPaBOHAPY-
IICHUsT B O0JACTH PEIAKTHPOBAHMS T€HOMAa U CBOCBPEMEHHO IPOMH-
(hopMHpOBaTH O HE3aKOHHBIX, HE3aPETUCTPUPOBAHHBIX MCCIICIOBAHUSIX.
KiroueBbIM BONpOCOM SIBISICTCSI 3TUYHOCTH IIPOBEACHUS UCCICIOBAHMS,
€ro TpaBOMEpHOCTh. [Ipu 3TOM yKa3bIBaeTCs Ha HEOOXOAMMOCTH KOOP-
JUHAIUKA TI00aJbHBIX, PETMOHANBHEIX M HAIIMOHAIBHBIX MEXaHH3MOB
PEryJIMpOBaHUA B IEMAX KOHTPOJSI OCYIIECTRISIONIMXCS UCCACIOBAaHUI
Y pacripocTpaHeHus: HH()OPMAIIMK O BO3MOXKHBIX HAPYIICHUSIX.

Tabnumna 6

KuiioueBas Tema. lHTeIIeKTyabHast COOCTBEHHOCTS.

Hens. KomuTer monaraet, 4To Mephl yIPaBIeHUs, OCHOBaHHBIC HA NIATEHTHOU MU HH-
TEeIUIEKTYaIbHOH COOCTBEHHOCTH, IIPH HCIIOIb30BaHUH BMECTE C APYTHMH HHCTPYMEHTaMH
MOTYT IOMOYb YKPEIIUTh yIpaBIeHHe U HaJ30p 32 peIaKTHPOBAaHHEM I'€HOMA YeJIOBEKa.

BaskHO n30eraTh UCIONB30BAHNS IATEHTOB TAKUM 00Pa30M, YTOOHI TOTEHIIHAIBHO I10-
MeIIaTh APYTHM JIOASM IPEeJOCTaBUThH aHAIOTUYHBIE BO3MOXKHOCTH 110 OoJiee HU3KOHU IieHe.

JeiicrBusi. OGBCANHNUTD BIIa/ICIIbLIEB COOTBETCTBYONIMX MATEHTOB (M TEX, y KOro ma-
TEHTBI HAXOJATCS HA PACCMOTPEHHH) M TEX, KTO CO3MACT WM YIPABILSIET COOTBETCTBYIO-
UMK [ATEHTHBIMH IyJIaMH (4acTO CBSI3aHHBIMH CO CJIOXKHBIMH TEXHOJOTHSIMH) HIIH
YIPABIISIET COOTBETCTBYIOIIMMH [ATCHTHBIMH IyJaMH (4acTO CBS3aHHBIMH CO CIIOXHBIMU
TEXHOJIOTHAMY, TPeOYIOIUMH JOIOITHUTEIbHBIX IATEHTOB JUIs oOecredeHus 3G HeKTHBHBIX
PELICHHI) JUISl U3YYCHHs] BO3MOXKHOTIO HCIIOJIB30BAHHS HHTEIUICKTYAIBHOM COOCTBEHHOCTH
B Ka4eCTBE MEpHI YIIPaBICHUs peIaKTHPOBAHHEM I'€HOMA YEelIOBeKa.

Pexomenpanuu. B corpynHHuecTBe ¢ IPYrUMU MEXIyHapOJHBIMH OpraHU3alUSIMH,
TaKMMH Kak BceMmmpHas opraHu3anys HHTEUIEKTyaJbHOH COOCTBEHHOCTH M BcemupHas
TOproBasi opranu3sanus, ¢ ee CorjameHueM 0 TOProBbIM acleKTaM IPaB MHTEJUIEKTYallb-
Hoii cobersennoctn (Cormamenne TPUIIC), BO3 crienyer mpusBaTh COOTBETCTBYHOLIMX
naTteHTooOIanaTeneil MoMo4b OOECIeUUTh PAaBHBIA JOCTYII K PENAKTUPOBAHUIO I€HOMA
4eJoBeKa. DTO MOXKET BKIIOYATh B ce0s YCTAaHOBICHHE CTOMMOCTU JIHICH3HPOBAHHS B
COOTBETCTBUH C SKOHOMHYECKOH cuTyauueil B crpane. BO3 ciegyer noowmpsrs mpoMblIii-
JICHHOCTB K COTPYJHUYECTIBY CO CTPaHAMHU C OTPaHUYCHHBIMH PECypCaMH B LIEIISX CO3aHMS
MOTEHIHANa IS MCIIOIb30BaHUS [IPEUMYIIECTB H300PETeHHI B 00JIACTH PElaKTHPOBAHUS
reHoma denoseka. BO3 cienyer co3BaTh TeX y4aCTHHKOB, KTO MMEET HJIM IOJAET 3asBKU Ha
IIATEHTHI, OTHOCSIIUECS K PEJaKTUPOBAHHUIO TEHOMA YeNIOBEKA, IIPOMBIILICHHEIE OpraHu3a-
IIUH, MEXIyHapOJHble OpraHU3allUH, TaKHe Kak BceMupHas opraHu3anus HHTEIUICKTYyallb-
HOI coOCTBeHHOCTH M BceMmupHast Toprosast opraHu3aiiis, a Takxke TeX, KTO yJacTByeT B
CO3/IaHUH HIIU BEJCHUHU COOTBETCTBYIOIIMX MATEHTHBIX ITyJOB, YTOOBI H3YYUTH MOTEHIHAT
JULSL TIPHHSATHS. COOTBETCTBYIOIIMX dTHUYCCKUX JIUIICH3HOHHBIX TPeOOBaHUIH.
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Kommentapmii. B Tabn. 6 mpencrasieno muenne Koncynbra-
TUBHOT'O KOMHTeTa 3KcnepToB BO3 1o mpobiieMe HHTEIICKTyalbHON
COOCTBEHHOCTH. B JOKyMEHTE 3aTparmBarOTCsl STHUECKHE MPOOJIEMBI
(hYHKIIMOHUPOBAHUSI WHCTHTYTAa MHTCILICKTYAIBHONH COOCTBEHHOCTH U
JAIOTCSI PEKOMEHIAINN O HEOOXOAUMOCTH M30eraTh TAaKOT'0 HCIIONIB30-
BaHUS MATEHTOB, KOTOPOE HE MO3BOJUT TpaKJaHaM UMETh aHaJOTH4-
HbIC BO3MOXKHOCTHU 10 OoJiee HU3KOM IeHe. C MONMUTHKON TPEISITCTBO-
BaHUS 37I0YIOTPEOJICHUSAM B 00JIaCTH MHTEIUIEKTYaILHON COOCTBEHHOCTH,
MaTEHTOBAHUA U JIMLUEH3UPOBAHUS CBSI3aHBI TAKXKE MPEAJIOKEHUS IO
(hOpMUPOBAHUIO CTOMMOCTH JIMIICH3UPOBAHUSI ITPOIIOPITUOHATBHO KO-
HOMHUYECKOW CUTyallUd B CTpaHEe, KPOME TOro, Mpenjaraercs IMoolll-
PATH NPOMBIIUIEHHOCTh K COTPYAHUYECTBY CO CTpaHaMH, UMEIOIIUMHU
OTPaHUYCHHBIE PECYpPChl. DTO MO3BOJIUT CO3JAaTh MOTEHIMAN IJsl HC-
MOJIb30BaHUS MPEUMYINESCTB H300pETEHHI B 00JIACTH PEAKTUPOBAHUS
FEHOMa YelnoBeKa. Takke BaKHBIM ITYHKTOM SBISICTCSA TOJOXKEHHUE O
HEOOXOAMMOCTH TIPU3BaTh COOTBETCTBYIOIIMX IAaTEHTOOOamaTenei
OKa3aTh TIOMOIIs B 00ECTICUEHUH PABHOTO JIOCTYIA K PEIaKTHPOBAHUIO
reHoMa YeIOBEKa.

Tabnuna 7

KnioueBas Tema. O6pa3zoBaHue, ydacTie U PacIIMPEHHE MPaB ¥ BO3MOXKHO-
CTel.

Heab. Komuter cumraer, 94To AEATENIHFHOCTh IO OOYYECHHUIO, BOBICUCHUIO H
PacIIMpPEHHUIO TIPaB U BOZMOXKHOCTEH JODKHA OBITH BCTPOCHA B KaUeCTBE KJIIOUE-
BOTO 3JIEeMEHTa B Pa3pabOTKy CHCTEM OTBETCTBEHHOIO YIPABIICHHS PERAKTHPO-
BaHHMEM I'CHOMA YeJIOBEKa, B YACTHOCTH M U HOBBIX TEXHOJIOTHI OOIECTBEHHOTO
3/[paBOOXPAHEHNS B O0Iee MMPOKOM CMBICIIE.

JeiicTBuS.

1. TlognepxuBars Gomnblee pasHOOOpasue B MH(POPMAINH, B3ITIAX W IIEH-
HOCTSIX, KOTOPBIE HCTIONB3YIOTCS B AUCKYCCHUH 00 yIIPaBICHUN T€HOMOM UYeJIOBe-
Ka, 0COOEHHO ITyTeM IPHUBICYCHIS HEJOCTATOYHO IPEICTaBICHHBIX TPYIIL.

2. YCHINTh MEXKIYHAPOIHYI MHCTHTYLIMOHAIBHYIO HMOIICPKKY 3(heKTHB-
HOTO W TTyOOKOTO 00pa3oBaHMs, CIIOCOOCTBOBATH BOBJICUCHHIO U PACIIMPCHUIO
IIPaB U BO3MOXHOCTEH, CBS3aHHBIX C pa3pabOTKOH M BHEAPEHHEM HOBBIX TEXHO-
JIOTWH B 37paBOOXPAHCHUM.

3. Pa3paboraTh JIydIIyr0 MOJENb PEICBAHTHBIX MEPONPUITHI 10 00pa3oBa-
HUIO, BOBJICUCHHIO U PACIIMPCHHUIO TIPaB U BO3MOXKHOCTEH U O0BEUHUTE YCHIHS
TeX, KTO paboTaeT B 3TOH 00JIaCTH.

4. VYirydmuTh 0OMEH OIBITOM U TIePeI0BOH IMPAKTHUKOH, CBSI3aHHOH ¢ 00pa3o-
BaHMEM, BOBJICUCHHEM H PACIIMPEHUEM IPaB U BO3MOXKHOCTEH.

5. CHmuth Gapbepsl Ha MyTH K MOTYYECHHUIO 3HAHWA U aKTHBHOMY H ILIOJO-
TBOPHOMY YYaCTHIO B YIIPABICHUH MPOIIECCOM PEAAKTUPOBAHIS TEHOMA TeJIOBEKA.
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Pexomenganum.

PemaxTupoBanue reHOMa 4eI0BeKa CYIIECTBYET B KOHTEKCTe OoJiee MUPOKUX
TEXHOJIOTMYECKUX U3MEHEHUN. ['eHepallbHbII JUPEKTOp JOJDKEH Ipu3Barh ['eHe-
pambHOTO cexperaps Opranmzanuu O6bexnHeHHsIx Hanuit yapenuTs B mepyio
odepeab MEXBEIOMCTBEHHyI0 pabouyio rpymiy Oprammammy OObeUHEHHBIX
Hamwif mo mepenoBeIM TEXHOIOTHSM, KOTOpast OyAeT coAeiicTBOBaTh III00AIBHOMY
JIUAJIOTy ¥ TIOATOTOBUT JOKJIAJ C U3JIOKEHUEM HOCIEACTBIH BHEIPEHHS IIepeo-
BBIX TEXHOJIOTHH, BKJIIOYast peAaKTHPOBAHUE TCHOMA YEJIOBEKa.

B nonnomouus 3TOM Ipynmbl JOMKEH BXOAUTh KOHKPETHBIM MaHAAT 110 IIPO-
CBEIICHUIO, BOBJICUYCHHIO M PACIIMPEHUIO BO3MOXKHOCTEH IIMPOKOH OOIIECTBEH-
HOCTH ¥ HEJJOCTaTOYHO IPEICTaBICHHBIX TPYIIIL

I'enepanbHBIA TUPEKTOP MOIKEH NPHU3BAaTh K MIPOBEACHHIO MHKIIO3WBHOTO
quanora o OynymieM pPeZaKTHPOBAHWS T'€HOMA YeIOBEKa, BKIIOYAsh HAydHBIC,
STHYECKHE U COIMANBHBIC acmeKThl. s moctmkenus dtoi nenn BO3 cnenyer
MOAJEePKaTh 3THUECKYI0 M HayYHYIO I'PaMOTHOCTh ITyTeM CO3IAHHS IOpTaja Mo
oOpa3oBaHHUIO U Ananory Ha BeO-caiite BO3 min B apyrux mecrax, IpenocTaB-
JISFOIIETO JIETKOJOCTYITHYIO, OTKPBITYIO M HAJEeKHYI0 HH()OPMALHMIO, a TaKXkKe
OCBEIIAIONIET0 BaXKHBIE BOMPOCHI IS UAIOra B IEJIIX ITOMOIIH JIIOASAM TI0 TIOJ-
KIIIOYCHUIO K Pa3roBOPY O PEIAKTHPOBAHUY T'€HOMA YeIIOBEKa.

OTOT calfT JOMmKeH 00bEANHHTD CYIIECTBYIOIINE MaTepHabl, HalIpuMep, pas-
paborannsie FOHECKO, 1 cnocoGcTBOBaTh CO3/JaHMIO HOBBIX MaTepHaioB. Ma-
Tepuajbl JOKHEI OBITH CO3/IAaHbBI B TAPTHEPCTBE C TEMH, KTO YXKE aKTHBHO pabo-
Taer B 3Toi obmactu. BO3 cnemyer pazpaboraTbh MO NepeoBOi MPAKTHKH
MHKJTIO3MBHOTO MHOTOHAIPABJICHHOTO THAJIora ¢ y9aCTHEM MHOTHX 3aWHTEPEeco-
BaHHBIX CTOPOH M BCIIOMOTaTEIIbHBIE MATEPHAIBI, KOTOPHIE MOKHO IPUMEHHTH K
PEIaKTHPOBAaHUIO T€HOMA YeJIOBEKA. Takue MaTepHaisl JODKHBI BKIIOYATh Hayd-
HYIO, STHYECKYI0 M COLHAIBbHYI0 HH()OPMAIMIO HA MAaKCUMAIBHO BO3MOKHOM
KOJIMIECTBE SI3BIKOB.

BO3 B maptHEepcTBE C IpYyrHMH OPraHH3aLlUsIMU CIEAYyeT U3ydUTh BOIPOC,
KaK JIyqIle BCETO BOBJICYh B IPOLECC MPHHSATUS PEIICHUH HEeJOCTaTOYHO MPEen-
CTaBJICHHBIC TPYIIIBI, 3aMHTEPECOBAHHBIC B PEJAKTHPOBAHUH T'€HOMA UeJIOBEKa.
INomxoms! MOTYT BKIIIOYATh IIATGOPMBI IS pa3BUTHS AHAJIOra, 6oee MUpOKOro
BKJIIOUCHUSI B Pa3pabOTKy pPYyKOBOJCTBA, LEJEBBIE CPEACTBA I HPOBEACHHUS
BCTpEY U ITyTH JOCTYIA K JIMIAM, OTBETCTBEHHBIM 3a IPUHSATHE PEIICHMUIA.

KommenTapuii. Ilo ximroueBoii Teme «O6pa3oBaHue, ydacTHe U
paciypeHre IpaB U BO3MOXKHOCTe» KOHCYIbTaTUBHBIN KOMUTET JKC-
neproB BO3 moguepkuBaeT 3HAYMMOCTH OOpa30BaHUs, PACHIMPEHUS
paB ¥ BO3MOXXHOCTEH M oOpaluaer mpu 3TOM BHUMaHHE Ha HE00XO-
JUMOCTb 3HAYUTEIBHOIO KOJINYECTBA PECYPCOB M TOCTHUKEHUSI 3TON
uend. Ocoboe BHUMaHWE YAEIACTCS MpaBy T0JIoca HEIOCTATOYHO
MPEACTABJIEHHBIX TPYII, 3aWHTEPECOBAHHBIX B PEAAKTHUPOBAHHMM Te-
HOMa 4enoBeka. KoMuTer mpusbIiBaeT K MPOBEACHHUIO MHKIHO3UBHOIO
JTAJIOra, MOCBALIEHHOIO OCMBICICHHIO HAy4YHBIX, dTUYECKUX M COLH-
JIBHBIX TIPOOJIEM PEIaKTHPOBAHUS TeHOMA YelioBeka. PaccMaTpuBarorcs
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Pa3IUYHBIC TEXHUYECKAE BO3MOXHOCTH, CIIOCOOCTBYIOIIUE JTOCTHKE-
HUIO 3TOW IeNK, HalpUMeEp, CO3JlaHUE MopTaja 1Mo 00pa3oBaHUIO U
nuanory Ha BeO-caiite BO3.

Tabnuna 8

KnioueBasi Tema. DTHdecKie MEHHOCTH M MPUHIMIBI U HCIOIb30BAHUS
BO3.

Heab. Komurer pexomenmyer BO3 paszpaborats 3THUYECKHE IIEHHOCTH
1 IIPUHIUIEI T NH)OPMAIIHOHHON MOANEPKKH Oymaymiel paboTel OpraHu3aIiy
B 00J1aCTH HOBBIX TE€XHOJIOTHH.

HetictBus. Pazpaborats opunuansHO ONOOpEHHBIE STUYECKAE LEHHOCTH U
TIPUHLUIIBL TS OCYIIECTBIICHUS PyKOBOACTBa padoroit BO3.

Pexomenganuu. I'enepamsnomy mupekropy BO3 cmemyer mopyuwrts mnon-
pa3zeNeHuIo 10 ATUKE U YIIPABJICHUIO B 3ApaBooXpaHeHn: B OTaene HayKH BO3-
IJIABUTH YCHJIMS TI0 CO3JaHMIO KOMIUIEKCa O(UIMAIBFHO OJOOPEHHBIX M YETKO
OIPENENIECHHBIX STHYECKUX LEHHOCTEH WM IMPUHIUIIOB IJISI HCIIONB30BAHUS JKC-
MePTHBIMH KOMHUTETaMH U B oOCyxkaeHusx BO3. DTH IEeHHOCTH W IPHHIMIIGI
JIOJDKHBI OBITH OCHOBAHBI Ha LEISX U MPHOPHUTETaX OOMIECTBEHHOTO 3PaBOOXpa-
HeHusl. OHM OIDKHBI BBIXOAUTH 33 paMKH LIEHHOCTEH corpynHukoB BO3 u ciy-
JKUTh Ba)KHOU TOPOXKHOM KapTOH sl IPOJBIDKEHUS K LEIIM OpraHU3aluu.

KommenTapmii. [lo xmrodeBoil TemMe «3JTHYECKHE LIEHHOCTH H
MIPUHIIATIBI JUTS UCTIOJIB30BaHUS» HAy4dHBI KOHCYITaTUBHBIA KOMH-
ter skcneproB BO3 pekoMeHnoBan pa3paboraTh OCHOBAaHHBIC Ha Iie-
JSX W TPUOPHUTETAaX OOLICCTBEHHOTO 3/APAaBOOXPAHECHUS AITUYECKUE
LEHHOCTH WM TPUHLMIBI A OCYLIECTBJICHUS PYKOBOACTBa pPabOTOI
BO3. B noxymeHTe yka3bIBaercs, YTO B KpPaTKOCPOYHOM M CpenHe-
CPOYHOM TIEPCIEKTUBE B KayecTBe OTIpaBHOW Touku BO3 morma Ob
WCIIONB30BaTh 3TUYECKHE LIEHHOCTHM U NPUHIUIBI, OMUCAaHHBIE B pa-
MOYHOH MpOorpaMMe YIpaBiIeHHs pelaKTHPOBAHHEM T'€HOMA YeNIOBEKA.

B nenom, kaxaplil pa3zen aHaIU3UPYEMOT0 TOKYMEHTa, PacKphl-
Bas CIIEKTP HEOOXOIMMBIX NEHCTBHN B OOJIACTH PENAKTUPOBAHUS Te-
HOMa, BBIJIENSIET CONPSHKEHHBIE C HUMH 3THYECKHe NpUHIUIEL. Cpenu
HUX. WHKJIIO3UBHOCTb, COIMalIbHAs CIPaBEAINBOCTh, COIUAAPHOCTH
U TIo0anbHas CIIPaBeUIMBOCTh B 00JIacTH 3apaBooxpaneHus (pa3men
«MeXIyHapOJHOE COTPYAHUYECTBO B LEJSIX 3PQPEKTUBHOIO YyIpaB-
JICHUS ¥ Ha/130pa»), OTKPBITOCTh, TPACAPEHTHOCTh, YECTHOCTD, MOJI-
OTYETHOCTh, OTBETCTBEHHOE PETYJISATOPHOE PYKOBOIACTBO (pazmen
«PeecTpbl pelakTHPOBAaHUS TEHOMA YEIIOBEKa»), OCMOTPUTEILHOCTD,
OecrpuCTpPacTHOCTh, COLUANbHAS CIPABEAIMBOCTh, COJHUIAPHOCTB,
rino0ajbpHasl CIPaBeIMBOCTh B OONACTH 3IpaBOOXPAHEHHS, OTBETCT-
BEHHOE yIIpaBJIEHNE HOPMAaTHUBHO-IIPAaBOBBIMH aKTaMU M OTBETCTBEHHOE
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ympaBlieHHe Haykod (pazzmen «MexKayHapOIHbIC HCCICIOBAHHUS U
MEIUIIMHCKHUE MTOC3IKNU») U JP.

Kak nemoHCTpupyeT mpeacTaBieHHBINA BBIIIE MaTeprai, 0000IIeH-
HBIA B TIOCIIEIOBATEIBHOCTH TAOMML, KIIIOYEBOW BOIPOC, CBSI3AHHBIN C
npobieMoll peJakTHPOBAaHUSI T€HOMa 4YeJIOBEKa, KacaeTcs CO3IaHUs
OTPBITOM cpeasl — CBOCOOPa3HOM 30HBI OOMEHa, TAe MPEACTaBUTEIH
Pa3NUYHBIX 3aMHTEPECOBAHHBIX TPYII CMOTYT 00CYKIaThb pa3HbIE ac-
MEKTHl PEAaKTUPOBAHUSA T€HOMA M COOOILATh O MPOUCXOIAIINX Hapy-
LIEHUSIX B JaHHOW obOnactu. Takas menb COOTBETCTBYET HAee Mpo-
JBUKEHUS KYJbTYpPBHl OTKPBITOM HAyKH C XapaKTEpHBIMH U1 HeEe
LEHHOCTSIMH CIIPaBEIJIMBOCTH, AOOPOCOBECTHOCTH, HHKIIO3UBHOCTH
U COJIUAAPHOCTH. Ee KOHKPETHBIM BOIUIOIIEHHEM NPHUMEHHUTENBHO K
npobiemMe peaakTUpOBaHHS 'eHOMa YelloBeKa sIBIsieTcsl co3nanue Pee-
CTpa KIMHWYECKUX HCOBITAHUHN MO PEJAKTHPOBAHUIO TEHOMA YEIOBEKa.
Kpowme Toro, peus uaer o pacipoCTpaHEHUH MEXAHU3MOB PETYIISATOPHO-
TO KOHTPOJIS pa3HOro macuraba ¥ ypoBHS, MO3BOJIIOMINX 00ECTICYHTH
HEoOX0IMMOe TPOCTPAHCTBO OE30MACHOCTH TEXHOJOTHH pefaKTHpOBa-
HUs TEHOMA.

BO3 Takxke cTpeMuTcs moanep)kaTh 3TUYECKYI0O U HAY4HYIO Ipa-
MOTHOCTb IIyTEM CO3JaHHs MOpTana Ajs o0pa30oBaHUS W IUaiora Ha
BeO-caiire BO3 1 B n1pyrux Mecrax, momorast pa3BUBaTh pasHOCTOPOH-
HUI AMAJIOT O pelaKTHPOBAHUH F'€HOMA YeTOBEKa.

IIpo6ema perakTHPOBAHUSI FTEHOMA YeJIOBEKa
B PEJINTHO3HOM KOHTEKCTE

OtnenpHOE BHHMaHUE NpoOneMe pelakTUPOBAaHMS T'eHOMa Yeso-
BEKa Y/AENSIETCS B PEIMIHO3HO OPHEHTHPOBAaHHBIX IHCKyccHsX. buo-
stnueckuil komurteT EBpomnelickoro CoBera llepkBell BBIMyCTHI B
2019 r. 3asBrnenne «MopaibHbIE U THUECKUE TPOOJIEMBI PEJaKTUPOBA-
HHSI TEHOMa YelioBeKa» [6], e paccMaTpuBaroTCs BO3MOXKHBIE CIIOCOOBI
STHYECKOH OLICHKH TEXHOJIOTUH pelakTUPOBAaHUs TeHOMA YeJIOBEKa U B
TO K€ BpeMsI YKa3bIBAIOTCSI X MPOOJIEMHBIE MeCTa. AKIIEHTHPYS BHU-
MaHHe Ha MPHHLHUIE MPEIOCTOPOKHOCTH, ABTOPHI YKa3bIBAIOT, YTO
JaHHBIA IPUHLMII, TPEAIoarasi B3BEIIEHHYIO OIIEHKY KaK W3BECTHBIX,
TaK ¥ HEW3BECTHBIX PHUCKOB, MOXKET MPUBECTU K CUTYalllH, KOHCEPBH-
pytomieii pa3ButHe OuoTexHonorui. HempenckazyeMocTb puCKOB Mo-
KET TOBIUATh Ha OOILIMIA 3allpeT TeHEeTHYECKOro peAaKTUPOBAHUSA de-
noBeka. YTo o3HA4aeT 3TO Ui penuruosHoro cosHanus? C omgHOM
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CTOPOHBI, pe4b UJIET O MAKCUMAaJIbHOM COXPAHEHUHU MPUPOJIBI YETOBEKA.
Ero ectectBeHHOCTH, ManHas borom, momkHA OBITH OKPYKEHA CIIEIIH-
AJBHOM 3aIUTON U HE MOABEPraThCsl HCKYCCTBEHHOMY BMEILIATEIBCTRY.

OnHako B TO %€ BPEMs PEIUTMO3HO OPUCHTUPOBAHHOE CO3HAHUE
MOJXOJNUT K JIAHHOMY BOIIpOCYy Oojee auddepeHIIUpOBaHHO. YKa3bl-
Basl Ha CIy4YaW HEU3JICYUMBIX T'CHETHYECKHX 3a00JIeBaHUH, aBTOPHI
JIOKJIaJla B3BEILIMBAIOT HA Yallle BECOB, C OJIHON CTOPOHBI, CBA3aHHBIC C
HUMU PUCKH, & C JPYroi — pUCKHU, 00yCIOBICHHBIC MAHUTTYJISIMSIME B
00JIacTH peAaKTHPOBAHMS TEHOMA YEIOBEKA.

WU 3neck Bo3HHKaeT mpobiiemMa, Kak OIEHHBAThH YEIOBEKA, BMEIIIH-
BalOLIETOCs] B T€HOM 4YenoBeka. Tonbko 1 370 urpa B bora umu xe
elle U OINpEAEIEHHOE YeIOBEUECKOE TOJKEHCTBOBAHUE, TO €CTh IIPO-
SIBJICHUE CIIOCOOHOCTEH, MaHHBIX borom, BhIpaskeHHWE 0COOOW areHT-
HOCTH YEJIOBEKa, NAIOIICH eMy IIPaBO UTPATh aKTUBHYIO POJib, (hOpMu-
pOBaTh UCKYCCTBEHHOE, KOHCTPYUPOBATH, OCYIIECTBIISA MPU 3TOM CBOE
YEJIOBEUECKOE MTPU3BAHUE U MCITPABIISS UICKPUBIICHHOE TTPUPOIOH?

Onno3nau"oro orBera buosthueckuil komwurter EBpomeiickoro
Cogera llepkBeli He maer, ckopee, pedb UIET O MOMBITKE HAYaTh JAHa-
JIOT O CIIOXKHOCTH OJHO3HAYHOM OIICHKHM TOM HJIM WHOH HMHHOBAIIMOH-
HOM TEXHOJOTHMU U OTCYTCTBHHM OJHO3HAUYHOCTH B NMOHMMaHuM Boxe-
CTBEHHOTO 3aMBICJIa U POJIU YETOBEKA.

Pycckast mpaBociiaBHasi IIEpKOBb TaKKe MOAKIIOYMIACE K 0OIIe-
MHUPOBOM TEHACHIIUU OOCYXKICHHSI PUCKOB, BHI3BAaHHBIX PElaKTUPOBA-
HUEeM reHoMa denoBeka. B nauane 2019 r. LlepkoBHO-00IECTBEHHBIIH
coer mo 6uodtrke (IIOC) BoicTymui ¢ 3asBiacHueM «O COIMATHLHOM
HETOBEPHUH K TEXHOJOTHIM PEAaKTUPOBAHMS T€HOMA YenoBeka» [7], B
KOTOpPOM Takke ObLTO oOpaileHO BHUMaHHEe Ha HOpMbI KOHBEHIIMU
OBbenio, HampaBlieHHBIE Ha OOECIeUYeHUEe HaJUISKAIEH 3alluThl M-
OpMOHOB M 3ampeTa UX CO3J]aHMs B UCCIIC0BATEIBCKIX [IENSX.

B zagsnennn LHOC npuBoauTCs apryMeHT, OCHOBAaHHBIM Ha OTpH-
IIaHUU BEPhl B HEOTBPATHMOCTH MPOTpecca U OOYCIOBICHHBIN Mpel-
CTaBJICHUSIMHU O YEJIOBEKE KaK CYIIECTBE, 00JaaroNeM 3HAYMMOCTHIO
CYyILIECTBOBAHUS Ha BCEM IyTH ero pa3sutus. [Ipu 3tom nosunmst PITL]
MPOTUBOCTOUT CJIOKUBIICHCS MPAKTUKE, CBA3aHHOW C MAaCIITa0HBIM,
IJI0X0 KOHTPOIUPYEMBIM 000POTOM OMOMAaTEpHaioB M YMOPHUOHOB, B
YaCTHOCTH, TCHJICHIMEH, Ha KOTOPYI OOpamlaloT BHUMAaHUE aBTOPHI
3asiBiieHUs. «Ceromus B Poccun SMOpUOHBI HE TOJNBKO CO3MAIOTCS C
nomotbio DKO, UCIONB3yI0TCS B UCCIIEI0BATEIBCKIX LENSIX 0€3 Imo-
Jy4EHUs COTJACHs JIUI] — JOHOPOB MOJIOBBIX KJIETOK, HO U YHHUYTOXA-
I0TCS B MacCOBBIX KomdecTBax. [Ipu aToM yke BeipaboTaHa aprymeH-
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Tanus B 3aIlUTY AaHHBIX HCCIEAOBaHMiA: “Y uenoBeuecTBa €cTh IyTh
HAY4YHO-TEXHHUYECKOTO Pa3BUTHsI, KOTOPBIM OHO JABHXKETCS, — aBTOMOOH-
JIM HE TIePecTaHyT €3[UTh, HECMOTPS Ha TO, YTO HA AOPOrax FHOHYT JII0-
au”» [7]. ABTOpPBI OTMEYAIOT, YTO COBPEMEHHBIX MCCIICA0BATEICH MOKHO
yIoA00UTh BOAUTENSM, KOTOPBIE CO3HATENFHO CaAATCs 3a PYJb aBTO-
MOOMJIS,, UTOOBI CO3HATENBHO T'YOUTH Jioaei. Beap mpuHIMIHAIEHOTO
Oapbepa MeXIy pa3BUTHEM peOEHKa OT 3a4aTHs A0 POXKACHHS U TOCIe
POKICHHS HAa TEHETHYESCKOM U ATUYECKOM YPOBHE HE CyIIecTByeT [7].

B 3asBrnenun ycmimBaeTcs OTpULIAHUE apTyMEHTA, CBSI3aHHOIO C
3alIUTOW MHTEPECOB MPOrpecCuBHON Hayku. Ero mcnonb3oBaHue 00y-
CIIOBJICHO HCTOpUYECKHM coObiTueM — HiopHOeprckum mpoueccoM
1947 r. 1 B HropHOeprckom Kojaekce W BIOCIESACTBUH B IPYTUX MEX-
IOyHapOIHBIX TOKYMEHTaX, B 4acTHOCTU B KOHBEHIINM O mpaBax 4eno-
BeKa W OMOMENUIMHE, MOAYEPKUBAETCS MPEBAIMPOBAHHE WHTEPECOB
OT/AENBHOr0 YeJIOBeKa HaJl HHTEpECaMH OOILECTBa MU HAYKH.

B 2021 r. IlepxoBHO-OOIIECTBEHHBIH COBET MO OMOMETUITMHCKON
stuke npu MockoBckoi Ilarpuapxum Ob1 ynpasnHeH u B Pycckoit
MpaBOCIaBHON LepkBH Obuia co3maHa CHHOZANbHAS KOMHCCHUS IO
6uosTHKe. KirtoueBbIM BOPOCOM MEPBOTO 3aceAaHus] KOMUCCHU CTallo
o0cyxIeHne mpoeKTa TOKyMeHTa «ITHUECKHe MpoOIeMbl, CBA3aHHbIE
C METOJIOM AKCTPaKOPIOPAIBLHOTO OMJIOA0TBOpeHus». OAHUM U3 €ro
BKHEHMIIIMX CMBICIIOBBIX ITYHKTOB SIBJISETCSI BONPOC HETEpaneBTHYE-
CKOT'O HWCIIOJIb30BaHMs PE3yIbTAaTOB MPEAMMIUIAHTAIIMOHHON IHarHo-
CTHKH, CBSI3aHHOTO C BO3MOXHOCTBIO BBIOOpa poauTensiMu Oomee
«MEPCHEKTUBHBIX» AMOPHOHOB M JIMMHUHALUU OeclepCHeKTHBHBIX.
OpHako mapamienbHO ¢ ATHM akTyallbHeWneld mpoOieMoll B ciydae
JeTan3alull PEAaKTUPOBAHUA T€HOMa 3apOABILICBOM JHHUU CTaHO-
BUTCSI BO3MOXKHOCTH HCIIONIb30BaHMsI HWH(GOPMAILUK, TOIY4YEeHHOH B
Mpolecce MpeaUMIIaHTAlMOHHON JUarHOCTUKH, B LEISIX TEeHeTHde-
CKOT'O PEJaKTHPOBAHUS HEMEPCIEKTUBHBIX» 3MOPHOHOB. DTO 3ayac-
TYI0O pacCMaTpUBAETCS B KaueCTBE aJbTEPHATUBBI YK€ CIOKHMBIICHCS
MPaKTHUKE SJMMUAHAIINN HEKa4eCTBEHHBIX» 3MOproHOB. Vaes ucnomnb-
30BaHMS PEJAKTHPOBAHUS T€HOMA B LIENSAX YIIYUIIEeHHs, I1u3aifHa 4eno-
BEUECKOW MOIMYJISAIMN aKTHBHO 00CYXXIaeTcs B HAy4HOU JUTeparype.

31ech 0YeHb BaXKHO OTMETHTH YCHIIEHHE TEHACHIUH OMOTEXHOJIO-
THYECKOTO Mep(eKIUOHN3Ma C TNPUCYIIUM €My YCHJICHHEM CTEleHU
KOHTPONA HajJ OyAYyIIMMH TOKOJEHUSMH B Pa3HBIX BapHaLHUsAX — OT
MPEUMIIAaHTAMOHHON OUAarHOCTUKH C MOCIEAYIOIeld BBIOPaKOBKOM
HETEepCIeKTUBHBIX 3MOPHUOHOB 10 pEeAaKTUPOBAHMsI TeHOMa YelloBeye-
CKHX 3MOpHOHOB. JlaHHast TeHAEHIUSI OOPMIISIETCSl YCHUIIMBAIOIINMCS
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MPOLECCOM TEHETH3allMi OOIIECcTBa, CKIOHHOCTH K aOCONMIOTH3aluu
BIIMSIHUSI TEHETHYECKUX PUCKOB.

Tak, B centsope 2021 r. Bloomberg coobumn o poxxaeHun nepeo-
ro peOeHKa, B OTHOIIEHUH KOTOPOTO O UMIUIAHTALUU OBUI HCIONB30-
BaH HOBBII THII MOJHOT€HOMHOTO CKpHHUHTA. [loaureHHbIl SMOpHO-
HaJbHBIA CKPUHHMHT OCHOBBIBAETCSI HA alTrOpPUTME CYMMHPOBAHUS
npeanonaraeMoro 3QexKra coTeH WIN ThICAY TEHETHUYEeCKUX BapHaH-
TOB, CBSI3aHHBIX C PUCKOM Ui WHIMBHIAYyMa UMETh KOHKPETHOE CO-
CTOsIHME WU mpHu3Hak. [Ipu 3ToM mporHocTHdeckas LEHHOCTh TaKOTro
CKpPUHUHIA IO CPaBHEHHIO C MPEHMIUIAHTAIIMOHHOW T€HEeTHYeCKOU
JIUarHOCTUKOW HE CTOJb BBICOKA, MOCKOJIBKY CKPHHHMHI MMEET AEJO0 C
MPOTHO3UPOBAHMEM BEPOSATHOCTEH U OTpaskaer TOJNBKO PUCK Pa3BUTHS
y 5MOpHOHa OINpEIeTICHHOr0 COCTOSHHUSI WIIM NpU3Haka. B cioydae c
peOeHKOM, B OTHOLIEHMH KOTOPOrO OBLI HMCIOJIB30BAH HOBBIA THUI
CKPHHMHTA, SMOPHOH, BBIOPAHHBIH Ul UMIUTAaHTAIMU (Cpean 4eThipex
JAPYTUX SMOPHOHOB) MMEJ HAWIy4YIlIMe T'CHETHYECKHWE IIAHCHI n30e-
XKaTh cepleyHbIX 3aboneBaHMid, auabera, paka M IIU30(QPEHUU BO
B3pOCIIOM BO3pacTe.

TenaeHUUs TPOrHO3MPOBAHUS Ha OCHOBAHMH PHCKOB, UTpa C Be-
POSITHOCTSIMH CTaHOBHTCS YIETIOM COBPEMEHHOI T€HETHKH ¢ ee OecKo-
HEYHOM CTaBKOM Ha YIydlleHHE uelloBeKa. PemakTupoBaHue reHoMa
SMOPHOHOB YENOBEKa B 3TOM KOHTEKCTE MOXKET CTaTh JIOTHYECKUM
MPOAOIDKEHHEM YK€ CIOKUBLIMXCSI TPAeKTOPHH pa3BUTUSI OMoMmenu-
101203138

[TogBoast mpoMeKyTOUHBIE UTOTH IO MPENCTaBICHHBIM BBILIE TO-
3ULUSAM B OTHOLICHUWHU BOIIPOCA O PEIAaKTHPOBAHWU T'€HOMA YEIOBEKa,
OTpaXXarOIINM JTMOEPaTbHYIO B KOHCEPBATHUBHYIO YCTAHOBKH, TOMUHH-
pyiomye B OMOTHYECKOM JUCKYPCe O PeJaKTHPOBAHUH T'eHOMa Yeso-
BEKa, HEOOXOIUMO BBIWICHUTH JIBE TMHUM aHAJIH3A.

[lepBas nuHMS CBsI3aHA C OLEHKOM OOIIEro KOHTEKCTa 0e30MacHo-
CTH TPUMEHEHHsI TEXHOJIOTMH peJakTHPOBAHUS T€HOMa YelIOoBeKa B
TEpaneBTUYECKUX LENAX. Peub MOer o coMaTn4eckoM pelaKkTHpOBa-
HUU TeHoMa. Bropas nuHHA apTUKYyIUpyeT OTIENbHBIE OSTHKO-
¢unocodckre M counanbHbie MPOOIEMBI, BO3HHKAIOIIME B CBS3U C
npoBeneHreM GyHAaMEHTaIbHBIX UCCIEAOBaHUN B 00JaCTH PEAaKTHU-
POBaHUS 3apOIBIIEBOI JTMHUYU YeIOBEKa M MOCIEAYIONINM IIpUMEHe-
HHEM TEXHOJIOTHH pelakTHpOBaHUs reHoMa, moooHeix CRISPR/Cas9.
31ecy HEe TOJIBKO paccMaTpUBAETCsl TEParneBTHUECKU KOHTEKCT IpH-
MEHEHHS TEXHOJIOTUH PEeAaKTHPOBaHMsI T€HOMa YellOBeKa, HO M aHaH-
3UPYIOTCSl PUCKH PEIAKTHPOBAHMS T'€HOB 3apOBIIICBOM JINHUH C LIENBIO
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YIYUIICHHST YeTOBEUCCKUX KAueCTB, KOTHUTUBHBIX M (PU3UIECKUX CIIO-
COOHOCTEHN YeI0BEKa.

HerepaneBTruecknii KOHTEKCT MPUMEHEHUS TEXHOJOTHMHA pemak-
THPOBAHHS T€HOMA YEIOBEKA apTUKYIUPYET LENbIA CIEKTP HepelleH-
HBIX DTHYECKUX MPOOJeM: KaK JaHHAs TEXHOJOTHUsS CIOCOOHA MOBIIHU-
ATh Ha OT/JCIbHBIC YCTOBCUCCKUE TOMYISIUN U B IEJIOM Ha TeHO(OH]
YEIOBEUECTBA, HACKOIBKO BOSMOXKHO U JIOMYCTHMO PACIpOCTPaHECHUE
COIMAILHOTO HEPaBEHCTBA B KOHTEKCTE OrPAHHYEHHOrO JOCTYMa K
TEHETHYCECKUM TEXHOJIOTHSIM H JIp.

3akao4eHue

OTUKO-TIPABOBOE  PErYJIMPOBAaHHWE MMPUMCHEHHS HWHCTPYMEHTa
CRISPR/Cas9 ocyrecTBiisieTcss B KOHTEKCTE TIOMCKA OaaHca YaCTHBIX
1 yONMYHBIX HHTEPECOB, JOCTHXKCHUS KOMIIPOMHUCCA, a He abCOMIOT-
HOTO 3aIpera TEXHOJIOTUH TeHHOW WHKCHEPUH.

MHeH#Hs pa3TUYHBIX BOBJICYEHHBIX JIMI] OKA3bIBAIOT CYIIICCTBEHHOE
BO3/IelicTBHE Ha (DOPMUPOBAHUE KOHCEPBATUBHOTO TIOCHUIA B OTHOIIIE-
HUUW TEXHOJIOTUH PEeIaKTUPOBaHUS dYernoBeka. Dopmupyercs cuTyanus,
KOTJ]a TeHETUKA JIUIIOM K JIMIYy CTaJIKUBaeTCs ¢ 3TUKOM. 1 mMeHHo 1o-
CJIEIIHEW JaeTcs MpaBO peIIaTh BOIPOC €€ NalIbHEUIEH SBOIOIUU.
YMECTHO B CBSI3U C 3TUM MPHUBECTU BBICKA3bIBAHUE POCCUICKOTO OHO-
jora W nomyiaspuzaropa Hayku A. [laHumHa: «BOT-BOT MBI JTOMKHBI
ObBUTH HauaTh MACCOBOEC JICUCHUE HACICICTBCHHBIX 3a00J7ICBaHUM, BBI-
pammBaTh MCKYCCTBEHHBIC OpraHbl, NPUOCTAHABJIUBATHL CTApPCHUE...
CnoxHO OBUIO TIPEACTaBUTh, YTO BOIUIOMICHUE ATHX M MHOTHX JPYTUX
TEXHOJIOTUH B PEaTbHOCTh CTOJIKHETCS HE CTOJIBKO C TEXHHYESCKUMHU
mpobOneMamu (XOTSA M TaKWe MMEIOTCS), CKOJBKO C HEMOHUMAaHUEM H
OTTOp>KEHHEeM B obmiecTBe» [8, C. 11].

CoBpeMeHHBIN dTal pa3BUTHS HAYYHO-TEXHUYECKOTO 3HAHUS TeC-
HO CBSI3aH C OIEHKOH OOIIECTBOM MPUEMIIEMOCTH WHHOBaIwmid. Ciemny-
€T MOAYEPKHYTh, YTO UCTOPHUS PA3BUTHS I'EHETHYCSCKIX TEXHOJIIOTHH 3a
MOCTIEIHNE HECKOJIBKO JCCATUIICTUN COMPOBOXKIANACh AKTHBHBIM 00-
IIECTBEHHBIM OOCYXJIEHHEM STHYECKUX MPOOIeM NMPUMEHEHUS TeHE-
TUYECKUX TEXHOJNOTUH W CO3JaHUEM WHHUIMATHBHBIX DSKCIIEPTHBIX
TPYIIT TI0 00CYXKIEHUIO dTHYECKUX TPOOIeM, BOSHUKAIOIIUX B CBSI3U C
WX pa3BUTHEM.

B eBpormeiickoM MpaBOBOM TIOJIe OHO HEOTHEMIIEMO CBS3aHO C
(hopMUpOBAaHUEM CHCTEMBI IOCIICOBATEIBHEIX JEHCTBUII B OTHOIIIE-
HUUW BHEJIPCHUS HOBBIX TEXHOJIOTHI, TOJYyYUBIIUX HA3BAHUE TTOJTUTHKHU
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MPEAYCMOTPUTEIBHOCTH, A5l KOTOPOH XapaKTepHa CTPOrasi peai3aius
MpUHIUIA TpenocTopoxHocTd. Ee ocHOBaHME OBUIO 3alI0XKEHO ele Ha
koH(pepeHumu B Acmiomape B 1975 1. ¢ nerkoit nogauu 1. bepra. Pa3-
BEPHYTOE HCCIIENIOBAHNE COACPKaHUS NPUHLHINA HPEIOCTOPOKHOCTH
OBLIO OCYIIECTBIICHO aMepuKaHcKuM skoHoMEcToM H. Tanebom.

H. Tane6 mpoBomun uccieaoBaHUE BIUSHHUA HEOOBSICHUMOHN CITy-
YaifHOCTH (TaKoro poja CIIy4aifHOCTH Ha3BaHbl MM «YEPHBIMU JieOes-
MI») Ha Oy/yliee yenoBeKa U pacCMaTpuBall Polib HEONIPEACICHHOCTH
B COBpEMEHHOHN Hayke W couuanbHol xu3Hu. H. Taneb moxaszan, 4ro
«eCIIN JIeHCTBUE WIIM TIONHUTHKA UMEET MPeaoiIaraeMblii PUCK MPHYH-
HEHUS CEPhE3HOr0 Bpena OOIECTBEHHOMY JIOCTOSHHIO (OKa3bIBaroIIe-
My BIUSHHE Ha 00lIee COCTOSHIE 3A0POBhS WIIM OKPYKAIOLIYIO Cpery
B IIEJIOM), JICHCTBHE HE CIEAYeT NMPHUHUMATh B OTCYTCTBUE HAYYHOM
JTOCTOBEPHOCTH O ero Oe3zonacHocT» [9].

VYueHslil ykazan Ha HEOOXOAMMOCTH ydeTa JIBYX BHIOB IOTEHIIH-
QIBHOIO Bpena MpH NPUHSATHU PpEIIeHUN, HECylIMX 3HAuYWTEIbHbIC
pucku: 1) JOKamM30BaHHBIC, HE PACIPOCTPAHSIOIIMECS BO3ICHCTBUS;
2) pactpOoCTpaHSIOUIMECsT BO3/ICHCTBUS, BBUIMBAIONIMECS B HEOOpaTu-
MBI W MIMPOKO pacrpocTpaHeHHbIH yiiepO. [Ipu 3ToM BO3ZMOKHOCTB
HEoOpaTUMOro M IHUPOKO PAaCHpPOCTPaHEHHOTO yIepOa BHI3BIBACT He-
00XOIMMOCTD MOMCKa HOBOM CTPATEruy MPHUHATHS PELIEHHH U HOBOTO
croco0a OIeHKH PUCKOB. M 3TO Kak pa3 OTHOCUTCS K IEHCTBUIO MIPUH-
UIa MPEAOCTOPOKHOCTH.

BMecte ¢ TeM MONIMTHKA MPEIOCTOPOKHOCTH, JOITOE BPEMS OKa-
3bIBAIOIIAs BIMSHHUE HAa €BPOIEHCKOe HOPMATUBHOE TI0JIE€ M STHYECKYIO
MOBECTKY NPY BHEAPECHUH OMOTEXHOJIOTHYECKUX MHHOBALMH, a TaKKe
Ha TpoLecC MPUHSTUS PElIeHnH B JaHHOU cdepe, TOMoNHsAeTc, a 3a-
YacTyl0 M BBITECHSETCS MHHOBALMOHHBIM NMPHHIUIIOM, KOTOPBIH (o-
KyCHpYeTcs Ha MOTEHIHalle TeXHOIOrn4eckoil nHHoBanuu. Ero cpas-
HUBAIOT C BO3MOXXHOCTBIO MOSIBJICHUS PHCKOB.

VHHOBaIMOHHBIH TPUHLMI JIEKUT B OCHOBaHUH mojaxona «OTBer-
cTBeHHbIC HccienoBanus u uHHoBanmm» (RRI), B pamkax koroporo
OCYLIECTBIIACTCS] MPOJBI)KEHHE TEXHOMOTMYECKHX WHHOBAILMH M Ha-
YHHAET BBICTPAMBATHCS HOBAs MOJUTHKA B OTHOIICHHM YIPaBICHUS
TEXHOJOTMYeCKUMHU puckamu. [Ipu 5TOM Bcernga OLEHUBAIOTCS YITy-
LIEHHBIE BBITOJBI OT BHEAPEHUS TEXHOJIOTUH U HA Yalll BECOB yXKeE CTa-
BATCSI YOBITKMA OT €€ HEHCIOJb30BaHHUS M PUCKH €€ MPUMEHEHHs. JTa
TEHJCHIUSI TPUMEHIMA M K aHAIU3y PUCKOB, CBA3aHHBIX C PEJaKTUPO-
BaHMEM TreHoMa uenoBeka. Hampumep, B utone 2018 r. Haddunackuit
COBET MO OMO3THKE OMyOJMKOBal OTYET O COLUHUAJBHBIX U ITHUYECKHX
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npodnemax, CBA3aHHBIX C HCIOJIB30BAHWEM PENaKTUPOBAaHUS T'eHOMa
KaK TEXHOJIOTHH, KOTOpasi MOJKET BIMATH Ha HAacllelyeMble XapaKTepu-
cruku yenoBeka [11]. B ordere ykaspIBaercs, YTO HUCIIOJIb30BAHUE
«HaCJEeTyeMbIX BMEIIATENbCTB MO PEJAKTUPOBAHUIO TEHOMa» MOXKET
OBITh 3TUYECKU MPHUEMIIEMBIM B CBSI3H C COONIOJICHHEM JIBYX MPHHIIH-
MIOB. OHHU JTOJDKHBI OBITH MpeJHa3HaYeHBI AJIS1 3alIUTHl M COOTBETCTBO-
BaTh 0JIArONnoNy4YHio OyIyIIETo YeloBeKa; OHU HE JOJDKHBI YCUIMBATH
yiemieHne, TMCKpUMHUHALIMIO HITH PacKoll B 00IIEeCTBE.

B noxymenTe Takke gaeTcd peKOMEHAALMs pa3peliaTh BMeEIIa-
TENbCTBA MO HACIENYEMOMY PENaKTHPOBAHHWIO T'€HOMA TOJIBKO B CIIy-
Yae, eclid MOSBHJIACH BO3MOXKHOCTD JUIS IIMPOKUX M BCEOOBEMITIOMINX
00IIEeCTBEHHBIX 1€0aTOB O BOBMOXKHBIX MOCIEACTBHAX, a TAKXKE OBLIH
MIPOBEIEHBI JANbHEHIINE MCCIENOBAaHUA NJIsl YCTAaHOBJIEHUS CTaHIAp-
TOB KJIMHUYECKOH 0e30MacHOCTH M PUCKOB HEOIArompHsITHRIX HOCIEN-
CTBHH IJIs1 OTACNBHBIX JIHILI, TPYII U OOIIECTBA B LETOM.

Kpome Toro, 1omkHBI OBITH TPUHATH MEPHI AJIS1 UX MOHUTOPUHTA
U aHalu3a, U B LIEJIOM 3Ta MPAKTUKA JAOJKHA CTPOTrO PeryInpoBaThCs,
BBOJMTHCA TOJBKO B KOHTEKCTE KIMHUYECKOTO HCCIEJOBAHMS C MOHHU-
TOPUHTOM JIOJITOCPOYHOIO BO3JEHCTBHUS Ha OTAEIBHBIX JIUI] U TPYIIIBI
W JIMIEH3UPOBaTbCd B HMHIMBHIyanbHOM mnopsanke. [losunms Had-
¢uIacKOro copera 1Mo OMOATHKE OTpasmiia YCTAHOBKY, CBS3aHHYIO CO
CHIDKEHUEM KOHCEPBATMBHOW KOMIIOHEHTHI M TIOJIUTUKU MPENOCTO-
POXKHOCTH B OTHOILICHUH OMOTEXHOJIOTHUECKUX MHHOBALIUH.

B T0 xe Bpems cama npobneMa peJaKTUPOBaHMsI T€HOMa 4elioBe-
Ka, B OCOOCHHOCTH MHXEHEPHS €r0 3apOAbIIIECBOM JINHIH, HAXOAUTCS B
I0JIE OCTPOTO MPOTUBOCTOSHUSA MPOTUBOPEYAIINX APYT APYTYy LEHHO-
creil U cMbIcIOB. OTKPBITHIA OOIIECTBEHHBIH AMAIOT, K KOTOPOMY
npusbBaer BO3, mo3uius KOTopoid Obl1a paccMOTpEHa BBIIIE, CIIOCO-
OeH oTpa3uTh emie OONBIIYI0 KOH(PPOHTALNIO IEHHOCTEH, OJISIPHOCTD
HECOU3MEPHMBIX YCTAHOBOK, CBSI3aHHBIX C pa3iIM4MeM MPEICTaBICHUN
O TOM, KOTO CUUTaTh YEIOBEKOM, a TaK)KE CYIIECTBEHHO pPa3HBIX
B3MJIAI0B Ha WCI0 OOILIECTBEHHOro Oara W paBEeHCTBO AOCTYINA K re-
HETHUYECKUM TEXHOJIOTHSAM. BaKHBIM BOIPOCOM, BBIZBIBAIOIIMM Ha-
MpsDKEHHBIE JTUCKYCCHUH, TaKXe SBJISIETCA BOMNPOC O TMPUEMIIEMOCTH
OMOTEXHOJOTHYECKOr0 YIYYIIEHUS M TPOBEACHUH TPAaHUIBI MEXIY
Tepaluell U yCOBEPIIEHCTBOBAaHHEM. B CBSI3M ¢ 3TUM BBICTpaWBaHUE
KOMMYHUKAllMd MEXAY DSKCIEepTaMH M OOILIECTBEHHOCTHIO, MEXKIY
MPEACTABUTEISIMU CBETCKOM M PETUTHO3HON MOpaIH, sIBIsieTCs] He00Xo-
JUMOH, HO TOKa ellle Hepa3peluMoN akTyaJdbHOW 3a7adeldl COBpEMEH-
HOW OMOTEXHOIOINYECKON TOBECTKH.
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HOPMATHUBHO-IIPABOBOE
PEI'YJIMPOBAHUE 'EHOMHOMU MEJIUIINHBI
B POCCHUM U 3A PYBEXOM

B.B. JlamaeBa

ITPABOBOE OBECIIEYEHUE PA3BUTUA
TEHOMHOM MEJIAIIMHBI B POCCHM:
OCHOBHBIE HAIIPABJIEHUST'

Annomayus. B TnaBe maH aHAIH3 COCTOSHUS, MPOOJIEM U MEPCIEKTHB MTPABOBOTO
peTyIMpOBaHKS OTHOLICHUH B cepe OTeIeCTBEHHOH T€HOMHOM MEHUIINHEI, OCYIIECT-
BIISIEMOTO TTOCPEICTBOM HOPM H TOJIOKEHUM, 3aKPEIUICHHBIX B POCCHIICKOM 3aKOHO/A-
TEIhCTBE W TPOrPAMMHO-CTPATETHYECKUX OKYMEHTAX, MEXKIYHApOJHOM IIpaBe, a
TaK)Ke B MEXKYHAPOAHBIX U POCCHIICKUX HOPMATHBHBIX aKTaX dTHYCCKOW HaIpaBJICH-
HOCTH, KOTOpBIE OTHOCATCS K O0JacTH «MATKOro mpasa». [log 3TUM yriiom 3peHus
PaCcCCMOTPEHBI CTPATETHYECKUE OPUCHTHPHI Pa3BUTHS TCHOMHON MEMIIMHBI M €€ OCHOB-
HbIC HalpaBJICHUA — JMATHOCTHKA, TEParus, KOHCYIbTUPOBAHHE W MPOPUIAKTHKA.
Crienad BBIBOJ O HEOOXOIMMOCTH TIOJNHEE HCIONB30BaTh MPaBOBOW MoTeHIMan KoH-
cratyiun PO, ¢ TeM 4TOOBI BEICTPOUTH CTPATETHIO Pa3BUTHS TCHOMHON MEIHITUHEI B
pyclie TPHHIUIIOB COIMATBHOTO TOCYIApCTBa; W30€kKAaTh MOPAIBLHO-PEITUTHO3HON
WHTEPIPETANH Psiia MEKIYHAPOTHBIX HOPM «MSTKOTO IpaBa»; HAUTH OanaHC MEXIy
MpaBaMHu YEJIOBEKA HA JKWU3HB, IOCTOMHCTBO, OXPaHy 3/IOPOBBS M CBOOOIOH HAaydHO-
TEXHHYECKOro TBOpuecTBa. [y pemieHust 3THX 3amad TpeOyeTcss KOHCTPYKTHBHOE
B3aMMOJICHICTBHE IOPHCTOB M TEHETHUKOB.

Knrouesvie cnosa: TeHOMHas MEIUIMHA, IPAaBOBOC 00ECICUCHHE, CTPATETHS pa3-
BUTHS, IUATHOCTHKA, TEPAIHUs, KOHCYIbTUPOBAHKE, TPOPIITAKTHKA.

! UccnenoBanme BBIMONHEHO 3a cUeT rpanra Poccuiickoro HaydHoro ¢ouma (IpoexT
Ne 19-18-00422).
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Cmpamezusa pazeumus 2eHOMHOU MeOuyuHbl. B nocieqnue ro-
ael B Poccun Ha demepanbHOM ypOBHE MPHUHITO HECKOJIBKO OQHIIH-
QIBHBIX JOKYMEHTOB, ONpPENENSIONINX MEPCHeKTHBHl Pa3BUTH B 00-
JIACTH TEHOMHBIX MCCIIEAOBAHUM M TEXHOJOTHH, CBA3aHHBIX C MEIULIH-
Hoit". Ha ux Ga3e GbUIH pa3pabOTaHbl COOTBETCTBYIOIIUE TIOTOKECHHS
Crpaterun pa3BuTHs 3apaBooxpaHeHus B Poccuiickoii ®enepannn Ha
nepuof 1o 2025 r. B uncie npuopUTETHBIX HANPABICHUI TOBBIILICHUS
KayecTBa MEIUIMHCKOW momomy B CTpaTeruul yKazaHBI. pa3BUTHE
MEpCOHAIIM3UPOBAHHON MEIULMHBL, CO3/IaHUE CeTH OMO00aHKOB; pa3pa-
00TKa W BHEAPEHHE COBPEMEHHBIX MOJIEKYJISPHO-TEHETHYECKUX METO-
JIOB TIPOTHO3UPOBAHUS, TUATHOCTUKA M MOHHTOPHHTA TE4eHHs 3a00-
JIeBaHWH, HOBBIX METOJIOB PereHepaTHBHON MEIULIMHBI C IPHMEHEHUEM
OMOMEANIIMHCKUX KJICTOYHBIX MPOAYKTOB M METOJIOB MEPCOHAIN3HUPO-
BaHHOHU (hapMakoTepamnyu, BKIOYas TEXHOJIOTUH T'€HETHYECKOTO pe-
JTAaKTUPOBAHHS M TAPTETHYIO Teparnuo [1].

I'maBHBIM CTpaTerMuecKuM OPHEHTUPOM, OOO3HAYEHHBIM B 3TOM
JOKYMEHTE, SIBISIETCS BHEAPEHUE MOJEIU NEPCOHANUSUPOBAHHOT MeOU-
yunwvl® (OCTANbHBIC BBIICICHHBIC 3/€Ch HATPABICHUS CIYKaT JIHIIb
CpencTBaMH Ui JOCTIDKSHUS JaHHOW nenu). Kak ciemyer u3 psga
JOPYrUX MPOrPaMMHBIX TOKYMEHTOB, IPUHATHIX B 0OOCHOBaHHE H Pa3-
Buthe CTpaTeruu, NMepcoOHATU3UPOBAaHHAs MEOHWLIMHA paccMaTpHhBa-
eTca B KadecTBE Ba)KHEHIIEro dleMeHTa HOBOH MapaJurMbl 3paBo-
oxpaHenus. OJHAKO, TPU BCEX BIOXHOBILIOIMX IEPCHEKTHBAX TaK
HasbiBaeMol MemuuuHbl 4P (personalization, prediction, prevention,
participation), sTa HoBasi mapaaurma 3JApaBOOXpaHCHHs HECET B cede U

! Crparterust pa3BUTHs MEIUITMHCKONH Hayku B Poccuiickoit denepannu Ha nepu-
ox 1o 2025 . (yrB. Pacmiopspxennem [Ipasurenbcrsa PO or 28.12. 2012 r. Ne 2580-p);
[Iporuno3 Hay4HO-TeXHONOrMUecKoro passurus Poccuiickoit denepannu Ha NEpUOA 10
2030r. (yrB. IlpaBurenscreom P® 3.01.2014 r.); HarmonanbHass TEXHOIOTHYESCKAs
MHHUIMATHBA TI0 HampaBieHuio «XencHer» (yIB. Ha 3acemanuu mpesummyma CoBera
npu Ilpesunenre PO no MoaepHU3alMu SKOHOMUKU U MHHOBAallMOHHOMY Pa3BUTHIO
Poccun (mporokon Ne 6 or 20.12.2017r. ); Vka3 Ilpesumenra PO or 28.11.2018
Ne 680 «O pasBuTHH I'eHETHUECKUX TexHONoruid B Poccuiickoit @enepaunu» (B pe-
nmakiuu yka3oB [Ipesumenta P® or 25.04.2019 . Ne 192, or 30.12.2019 Ne 632, ot
02.03.2020 Ne 161); depepanbhasi HAyIHO-TEXHUYECKas MPOTPaMMa PasBUTHS TEHe-
trdeckux Texuomoruit Ha 2019-2027 romwpt (yrB. [locranoBnenuem [IpaBuTenbCTBA
P® or 22.04.2019 Ne 479).

Z [ox TIEPCOHANIN3UPOBAHHON MEIHUIMHON OHNMAaeTcs (popMa OpraHI3aIii ME/IH-
IIMHCKOH NOMOIIH, «OCHOBAHHAs Ha BBHIOOpE AMArHOCTHYECKUX, JiedeOHBIX U mpodu-
JIAKTUYECKHX CPEICTB, KOTOPHIE OBUIH ObI ONTHMAIBHBIMHE IS MAIMEHTa C yI€TOM €T0
TEHETHYECKUX, QH3HOIOrHIECKIX, OHOXMMUYECKUX U APYTHX 0COOEHHOCTEH» [2].
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cepbe3HbIE PHCKH, Ha KOTOpBIE 00paliaeT BHUMaHHUE Psl POCCHHCKUX
1 3apyOEKHBIX CIIEHUATHNCTOB.

B oreuecTBeHHOW JMTEpaType MOMUEPKUBACTCS MPEKIEC BCETO
OTAaCHOCTh HEBEPHOU PACCTAaHOBKH CTPATErHUECKUX MPHOPUTETOB B CHU-
Tyally, KOTJa OPUEHTANUSI POCCUIICKOTO 3paBOOXPAaHEHUs HA TPEHIIBI
pa3BUTHS TII00aNbHONH OMOMEAMIMHBIL, KOTOPhIE HA TAaHHOM dTare He-
BO3MOXKHO O0€CIIEUUTh HEOOXOIMMBIMH pecypcaMu, He JacT OXKHjae-
MOTO pe3yibTaTa M JIMIIb OOCCKPOBUT HMHBIC HATPABICHUS MEIMIIMH-
CKOM neaTenbHOCTH. Jpyrue crenuaiucThl, HAIpOTUB, CYUTAIOT, YTO
MEPCOHAIM3UPOBAHHBIM TOAXOA BEAET K CYLIECTBEHHOW 3KOHOMHUH
pacxonoB Ha MemunuHy [3, c. 63]. Takum 00pa3oM, OCHOBHOE JTHYE-
CKO€ HampspKeHHE MpU BHIOOpE CTpaTerudl Pa3BUTHA OTEUECTBEHHOM
MEAWIMHBI Ha JaHHOM 3Tale CBA3aHO ¢ MpoOiieMol pacmpeneneHus
BECbMa OrPaHMYCHHBIX PECYpCOB B KOHTEKCTE Pa3HBIX MOAXOAOB K
oleHKe 3(pPeKTUBHOCTH MEPCOHANM3UPOBAHHON MEIUIMHBI B POCCHIA-
CKHX peasiusix Ha ONMKaHIIyIo EPCIEKTHUBY.

Ha 6onee hynnamenTanibHbIe pUCKH YPE3MEPHOTO YBIICUCHHS Ue-
el TepCOHATU3UPOBAHHONW MEAMIMHBI YKa3bIBalOT B CBOMX paborax
HEKOTOpBIE 3amalHble NCCIeA0BaTeN . TaK, H3BECTHBIN aMepUKaHCKUI
CTHEUATUCT B 00JIaCTH MEAMLMHCKOM THKH Jl. JIlukeHcoH B MOHOrpa-
¢uM ¢ MOJEMHYECKH 3a0CTPEHHBIM Ha3BaHHeM «S-menuiunHa VS Mbl-
MEAUIHA» JIeNIaeT [JIABHBIA aKLEHT Ha TOM, YTO B YCJIOBUSAX KOMMeEp-
OUanu3alid MEIWIMHCKOM IOMOIIM TOAOOHAs CMEHa MapagurMbl
3IpaBOOXpaHEHHs OCYILECTBISIETCS B MHTEpecax Hamboiee obecrie-
YEeHHOH YacTH oOIIecTBa B yIIepO IUPOKUM cJIosIM HaceneHus. Pa3Bu-
THE PbIHKAa MEIUIMHCKHX YCIYT, CYUTAET aBTOp, HEM30EXKHO (B CHITY
00BEKTUBHON MPHUPOABI PHIHKA, HALEIEHHOTO Ha MOCTOSHHOE YBEIH-
YeHHE CIpOca M CO3JaHUE HOBBIX MOTPEOHOCTEH) OyAeT YyBOIMTH Te-
HOMHBIE TEXHOJOTMU OT JIeYeHUs OeIHBIX M OONBHBIX B CTOPOHY
YIyYIIEHHs! KU3HU OOTaTBIX M 3J0POBBIX [4]1. VYrpo3a 3akiodaercs B
TOM, MHULIET OHA, YTO KHECMOTPSI Ha CBOIO HECOBEPILEHHYIO NOKa3a-
TenpHYI0 0a3y, MepCOHANN3UPOBAHHAA TeHETHYECcKas MeJULMHA OyneT
BBITECHATH 00JIE€ HACYIIHbIE TOTPEOHOCTH OOIIECTBEHHOTO 3J0POBbSI»

! B 060cHOBaHIIE STOr0 Te3UCa OHA IPHUBOINT, B YACTHOCTH, TOT (aKT, U4TO METO-
JIMKA TPEXCTOPOHHETO OILIOOTBOPCHHUS, KOTOPAs 3aKII0YAECTCS B IEPEHOCE sIpa sTHIie-
KJIeTkH MaTepH ¢ aedexrom Mutoxouapun JIHK B sifnekneTky moHOpa ¢ HOpMabHBI-
MH MHTOXOHIpUsIMHA (B OOBIACHHOM CIIOBOYHOTPEOICHHH — TEXHOIOTHS POXKICHHS
JeTell «OT Tpex poauTeseii»), KoTopas Oblia pa3paboTaHa i ceMell ¢ HaCIeICTBEH-
HBIMH 3200JIeBaHUSMH, BCE aKTHBHEE ITPOJBUIAETCsl Ha PEIHKU OOpHOEI ¢ Oecruioguem,
BBI3BAHHBIM CTapeHuem [4].
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[5, c. 56]1. U sta yrposa ycunmBaercs TeM OOCTOSTEILCTBOM, YTO B
COBPEMEHHBIX YCJIOBHAX caMa HayKa, BKJIIOYas U OMOMEIUINHY, «Me-
HSIET CBOIO OM3HEC-MOJIElb, IPEBpAIasch U3 OOIIeCTBEHHOr0 Ojara B
MOCTaBIMKA YaCTHBIX BBITOI» [5, c. 140]. Takas mocTaHOBKa POOIEMBI
IIpU BCel ee AMCKYCCHOHHOCTH, HECOMHEHHO, 3aCITy>KHBAET CEPbE3HOT0
BHHMAaHWMSL.

[Ipu ananu3e cTpaTeruy pa3BUTHS OTEUECTBEHHOW T€HOMHOW MEIu-
LUUHBl HENb3s HE OTMETHTh aKTyaJH3alHi0 BOMPOCa O MOINHCAHUHU
Poccueii KonBeHny o 3amiure npaB v JOCTOMHCTBA YENIOBEKa B CBSI3U
C TMPUMEHEHHUEM JIOCTIKCHUI Ouonorun u MeauuuHsl (nanee — Kon-
BeHIUs: OBbEIO), KOTOPBII HA JJAHHOM JTare o0CYyKIAaeTcsi Ha YpOBHE
Munsapasa Poccun. Cyns mo BceMy, UMITYJIbCOM K MOCTAHOBKE JaH-
HOTO BOTpOCa CTajla BEIpaKEHHAss HEKOTOPBIMU POCCUHCKUMH T€HETH-
KaMH TOTOBHOCTH TIOBTOPHUTH B YCOBEPILICHCTBOBAHHOM BUIE KUTAHCKUI
SKCIIEPUMEHT TI0 PEAAKTHPOBAHHIO SMOPHOHA YENOBEKa B PEMpPOdYK-
TUBHBIX LENIX. [[POTHBHHKH Takoro HKCIEPUMEHTa, MO-BHIUMOMY,
XOTAT ONepeThes Ha copepxkauiics B cT. 13 stoit KonBenuu 3amper
Ha peJakTHPOBAaHUE HACIIELyeMOro reHoMa 4enoBeka. [1ockombKy 00-
CY)KICHHH NTAQHHOTO BOIPOCa HE MPOBOAUTCS (XOTS mpoliema Toro
3aCITy’)KMBaeT), TO OCTAeTCs TOJBKO MPEAINONarath, Kakue OroBOPKU
MOT'YT OBITH clieflaHbl B ciiydae nmonnucanusi Konsenmuu. Cxopee Bce-
ro OyZeT BBIABUHYTa OrOBOPKAa O BO3MOXXHOCTH MOIUGHUKALMU 3apo-
JBIIICBON JIMHUU B HAyYHBIX LEMSAX B TEX MpEAenax, KOTOpbIE CUMTa-
I0TCSl JIOIyCTUMBIMH B MEKIYHApPOIHOM HAy4YHOM cooOmiecTBe (TemM
Oornee, YTO B HACTOSIIEE BPEMs MO3HULMS 110 3TOMY BOIIPOCY HAXOAUT-
Csl B CTaJIUU CYIIECTBEHHBIX M3MeHeHuii: B Mae 2021 r. MexayHapo-
HOe o0mecTBO HccnenoBanus cTBoioBbIX kierok (ISSCR) He Biimto-
YUJI0O B CBOM PEKOMEHAALUU JISHCTBOBABIIEE B TEUCHUE HECKONBKHX
JECATHIICTUN TPaBHUJIIO, COTJIACHO KOTOPOMY T'eHeTH4YecKasi Moan(puKa-
LS 3apOIBIIIEBON JIMHUN B HAYYHBIX LIEJISAX BO3MOXHA JIMIIb B TIpefie-
nax 14 nHeii ¢ MomMeHTa 3auaTus [6].

1 Yr06BI IPOIEMOHCTPHPOBATE OCTPOTY AUCKYCCHH, COIUTIOCH HA TIPHBEACHHOE B
KHUTE BBICKa3bIBAHKE O TOM, YTO HEs IEPCOHATM3UPOBAHHON MEIUIINHBI 3aPOIMIACH
KaK «TBOPUYECKasI HAXOIKA» CHEIMAIMCTOB MO CBSI3SIM C OOMICCTBEHHOCTHIO TA0AYHBIX
KOMITaHH#, CTPEMHBIIIXCS JOKa3aTh, YTO PaK JETKHX OOYCIOBICH HE CTONBKO Kype-
HHEM, CKOJNBKO TCHETHYCCKMMH OCOOCHHOCTSMH OTACIBHBIX TPYI KYPHUIBIIAKOB.
COOTBETCTBEHHO, 3T HJes W3HAYAIBHO OblIa HAIPaBJICHA Ha MOIPBIB TAKOW cTpare-
rUH OOIIECTBEHHOTO 3APaBOOXPAHEHHs, Kak TMPOQHIAKTHKA KypeHHs. B kadecTse
OJIHOTO W3 apryMEHTOB aBTOP YKa3bIBACT HA POJb ITHX KOMIAHWM B (DMHAHCHPOBAHUH
npoekTta «['eHoM genoBeka» [5, c. 21].
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OpHako gaxe ¢ y4eToM oAo0HOI oroBopkH noanucanue Poccueit
KonBennmu OBbeno B HacTOsIIEE BpeMsl MPEICTABISIETCS HELEIeco00-
pasubM. [Ipexne Bcero cieayer OTMETHUTB, UTO JUIs BBEACHHS HEO0XO0-
JTUMBIX OTPaHUYCHHUN Ha MCIIOJIb30BAHUE TEXHOJIOTHH PENaKTUPOBAHUS
reHOMa YeJloBeKa HeT HEeOOXOOMMOCTH MPUCOeqUHAThCA K KoHBeHIHH,
PSA BaXKHBIX TIOJIOKEHUI KOTOPOH yKe SIBHO HE COOTBETCTBYET COBpE-
MEHHBIM peaivisiM HayKd M JKU3HHW. J[JI1 3TOTO BIIOJIHE JOCTaTOYHO
YIOPSIOUYHTE JISHCTBYIOIEE 3aKOHONATENBCTBO U BBECTH B HETO He-
obxonumMele orpannyenHusi. O MpaBOBOM PEryJUpOBaHUM AaHHOH cde-
PBI OTHOLIEHUH pedb MOUAET Aajee, 34ECh XKe CIEAyeT UMb NOaYepK-
HYTb, YTO MONBITKa (POPCHUPOBAHHOIO pEIICHHUs] MPOOJIEMBbI 3a CHET
noanmucanuss KOHBEHIMM, MUHYS HOPMaJbHBIH 3aKOHOAATEIHHBIN
MPOIIECC, MOXKET MPUBECTU K LETIOMY DALY HETaTUBHBIX MTOCIEICTBUH.

[Ipexxae Bcero 3To MPUBHECET B POCCUHCKYIO MPABOBYIO CHCTEMY
PSAI OTMEYAaeMbIX MHOTUMU CIICIIUAIMCTAMH BHYTPEHHUX TPOTHBOPE-
ynii KOHBEHITMM, CBS3aHHBIX C TEM, YTO 3alpeT Ha PEIAKTUPOBAaHUC
3apOJIBIIICBON JIMHUM YEJI0BEKA B MEIUITMHCKUX LENAX 3aKpeIUisieT
JUCKPUMUHAITUOHHBIA MMOAX0Jl, KOTOPBIA MPOTHBOPEYUT JPYTUM
craThsM 3Toi ke KoHBeHIMHM (He roBOpsl YK€ O IEJIOM psjie MHBIX
MEKIYHAPOIHBIX M HAIMOHABHBIX HOPMATUBHBIX AKTOB), @ IMEHHO —
CT. 3, TapaHTHPYIOUIEH PaBHYIO JOCTYMHOCTh MEIUIIMHCKON MOMOILH,
u cT. 11, conepxameii 3anper Ha auckpumuHanmio [7, c. 40]%. Ipyroe
3HaYMMOE B KOHTEKCTE HaIlero aHajln3a MPOTUBOpEYHe 00yCIOBICHO
(hopMynrpoBKOi ocHOBomonaratomiel s Kouseniuu OBbeno CT. 2,
COTJIaCHO KOTOPOM MHTEPECH U Oaro 4eaoBeka JOMUHHUPYIOT Hall UH-
TepecaMu 00IecTBa WK Hayku. B Takyto (hopMyTHpOBKY B CHITY psijia
MPUYMH HE OBLT 3aJI0KEH MPUHIUIHAIBHO BAXKHBIA JIJIS MTPABOBOTO
perynmupoBaHus OaJaHC MEXIy pPa3IMYHBIMH [paBaMH YEIOBEKA.
[IpuMeHHTENBPHO K paccMaTpUBaeMOil HamH MpoOiieMe pedb HAET O
banauce medxncoy NpagoM HA OXpawy 300p06bs U 800000l HAYHUHO-
mexnuuecko2o meopuecmea’. B pe3yapraTe HEraTHBHbIE MOCIEICTBHS

! Kax mumer unen EBponelickoil komuccun o 3tuke Jx. MoHTromepu, Kax-
IIBIH, KOMy OymeT OTKa3aHO B BO3MOXKHOCTH POAUTH 3TOPOBOr0 PeOEHKA CO CCHIIKOM
Ha 3alpeT TaKoro pelaKTUPOBAHMS, CMOXKET OOPAaTUTHCS B CyJ C XKajlo0oi Ha AUCKPH-
MuHAIHIO. To 06CTOATENHCTBO, UTO B OONBIIMHCTBE CIIy4aeB YCTPAHUTH TC€HETUYECKH
00YCIIOBIICHHBIE TIATOJIOTHU MOXXHO 0€3 TeHeTHIECKOH MHKEHEPHUH, C TIPABOBOH TOUKH
3peHMs CyTH JieJla HE MEHSCT: KaX/bli 4eJIOBEK UMEET paBHOEC C OPYrMMHU IIPaBO Ha
oxpany 310poBbs [7, c. 40].

B Koncrurynun P® cBoboxa HaydHOTr0 M TEXHHYECKOTO TBOPUECTBA 3aKperlie-
Ha B CT. 44.
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oT npucoeAnHeHns K KOHBEHIIMN MOTYT KOCHYTHCS HEKOTOPBIX OCY-
IIECTBIISIEMBIX B CTPaHE MCCIENOBATEILCKUX poeKkToB. Hampumep, Ha
HE/IaBHO 3aIylleHHOM B paboty npu moanepxke [IpaButensctBa PD
HCCIIEZIOBATEIBCKOM MPOCKTE TI0 HEOHATAILHOMY CKPUHUHTY B (hopMme
MOJTHO?K30MHOT'O CEKBEHUPOBaHUS [8] MOXET HEraTHMBHO OTPA3UTHCS
TOT (haKT, YTO COTIACHO M. «C» CT. 19 J[OmoIHNTENFHOTO TPOTOKOJIA K
KonBeHmuu, kacaromierocs reHeTHYeCKOro TECTUPOBAHUS, TIPOBEICHIE
TCHETUYECKOr0 CKPUHIHTA B MEAMIIMHCKHX ITIEJITX BO3MOXKHO TOJNBKO B
TOM CJIydae, €CIM «JIHIaM, BOBJICUYCHHBIM B IMPOrPaMMy, ITOCTYITHBI
MpO(QUIAKTUIECKUE WK JIeueOHbIE MEPBI B OTHOIIICHUH TOTO 3a0oire-
BaHMY, ... Ha KOTOPOE HAIpaBJIeH CKpuHUHT» [9].

Kpome Toro, mognucanve KoHBEHIMY MOCTaBUT IOJ yIap 3Ha-
YUTENBHBIA CEKTOP MOTPEOUTEIHCKONH TeHOMHUKH, CBS3aHHBINA C yCTa-
HOBJICHUEM POJICTBEHHBIX OTHOIIECHUH: B COOTBETCTBHH CO CT. 12
KoHBeHIIMM TPOTHOCTUYECKOE TEHETUYECKOE TECTUPOBAHUE MOXKET
MTPOBOJIUTHCS KTOJIBKO B MEAUIIMHCKHX TIEJISTX U B MEISIX MEAUIIMHCKON
Hayku» [10]. A Mexay TeMm Npu BCeX CBOMX M3IEpXKKaX, 00yCIOBICH-
HBIX OTCYTCTBHEM HaJISKAIIETO MPABOBOIO PETYIUPOBaHUs, TOTpE-
OuTENbCKAst TEHOMHUKA HECET B ce0¢ BaXKHBIN MO3UTUBHBIN MOTCHI[HAIL
AKTHUBHO pa3BUBAIONIUNCS PHIHOK I'EHETHYECKOTO TeCTI/IpOBaHI/Iﬂl cIIo-
COOCTBYET TEHETHYECKOMY IPOCBEIICHUIO OOIIECTBa, YKPEIUICHUIO
KaJIpOBOT'O MOTEHIIHAJIA 3TOW Cephl 3HAHUS U YMEHHS, PUBIICUCHHUIO B
TCHOMHUKY PECYpCOB YaCTHOTO KamuTaia W T.a1. B 3amafHbpIX cTpaHax
PUCKH U BO3MOXHOCTHU TIEPCIIEKTUBBI Pa3BUTHS IMOTPEOUTEIIBCKOMN Te-
HOMHKH B HACTOSIIECE BPEMs SBJISIOTCS MPEAMETOM OOIIECTBEHHBIX
JUCKYCCHH M Hay4dHBIX (B TOM YHCJIE COLMOIOTMYECKHX) HCCICI0Ba-
Huii [12, c. 14-15]. OueBuano, uto B Poccun peryiaupoBaHue TaHHOM
cephl OTHOIICHUH TPeOyeT He MEHEe Cephe3HOr0 TIOIX0/1a.

Her cmbicna cBs3bIBaTh ce0st MEXTYHAPOAHBIME 0053aTEIbCTBAMU
U TIO 3alpery Ha MPUMEHECHUE BCIIOMOTATENbHBIX TEXHOJOTHMA JIETO-
pPOXICHUS ISl BBIOOpa mona Oymymiero peOeHKa, 3aKpericHHOMY B
cT. 14 Konennun. M xors Poccus BKIIOUMIIA aHATOTHYHYIHO HOPMY
BIL 4 ct. 55 @3 ot 21.11.2011 Ne 323-®D3 «O06 ocHOBaxX OXpaHBI 3/10-
poBbs rpaxknaan B Poccuiickoit denepannu», B Hee BIOJIHE MOXKHO U
HY’KHO BBECTH OTOBOPKY, KacaroIyrocs CUTYyaIlui, Korja BeIOOp ImoJia
10 3a4yatus (T.e. B paMKax MPEUMIIAHTAIMOHHOW MWArHOCTHKU) Ha-
MpaBJieH Ha oOecIieueHue reHiepHoro Oamanca B cembe. C TOUKU 3pe-

1 B 2016 r. 06BeM cerMenTa OTPeGHTENECKOM TeHETHKH B POCCHH OLIGHUBAICS B
400 mutH py6., a ero exeroausiit poct — B 25-30% [11].
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HUS TIpaBa, €clid CBoOOJa pomuTenell B BRIOOpE Tojia OymyIiero pe-
OCHKa He HapylaeT CBOOO Iy MHBIX JIUII, @ TAKXXE HE MOPHIBACT TAKOES
obmiee Onaro, Kak reHJEpHBINA OallaHC B OOIIECTBE, TO HET OCHOBAHUI
ee OrpaHMuYuBaTh. M KCTaTH, B HEKOTOPBIX TEXHOJIOTUYCCKH Pa3BUTHIX
CTpaHax, a Takxe B pajae mraToB CLIIA M0XHO TPOBOUTH CENEKIIUIO
SMOPUOHOB TIO TIOJY JIO 3a4aThs C IETbI0 00CCIICUSHUsS TEHICPHOTO
OanaHca B ceMbe.

[MosTomy, ecnmu Ha ypoBHe MwuHu3npaBa Poccum crparerumuecku
3HaUMMas JJIs1 Pa3BUTHsI OTCUCCTBEHHON T'C€HOMHON MEIWIIMHBI HJIES
noanmucanust Kousenruu OBbeo MOMYYUT MpeIBapUTEIbHOE 0100pe-
HUE, TO HEOOXOAUMO KaK MHHUMYM OOCYXXJIEHHE BONPOCA B HAYYHBIX
Kpyrax C IPUBIICYCHUEM CIIEIIMAIUCTOB Pa3HOTo Mpouis, a Kak Mak-
CUMYM — IIMPOKOE OOIIECTBEHHOE OOCYXJICHHUE C Yy9acTHEM BCEX 3a-
WHTEPECOBAHHBIX CTOPOH.

I'enemuueckan ouaznocmuka. Cornactao cr. 2 ®3 or 05.07.1996
N 86-®3 «O rocymapcTBEHHOM pETYIHMPOBAHUU B OOJACTH T'€HHO-
WHXCHEPHOH JEATENbHOCTUY, TEHOIUATHOCTHKA — 3TO KCOBOKYITHOCTh
METOJIOB MO BBISBJICHHIO U3MEHEHHI B cTpyKkType renoma» [13]. Ipu-
MEHCHHE TaKMX METOJIOB B HACTOSINCE BPEMsI OXBATHIBACT YKE BCE
STambl XKU3HU YEITOBEKa, BKIIOYAOIIHE 3auaThe (KOTJa TUarHOCTHPY-
eTCs HAJIWYKMe WM OTCYTCTBHE MATOTCHHBIX MyTalMid y SMOpuoHa in
Vitro), mpeHaTanbHBIN TepHO (IHArHOCTUPYETCS 3I0POBLE BBIHAIIIM-
BaeMOT0 JKEHIIMHOM 3apojpiima u mioaa [14, c. 41] ) u reHerndeckoe
TECTUPOBAHKE YETTOBEKA B PA3HBIC MEPUOJIBI €T0 )KU3HU.

B mporecce mpaBoBoro obecredeHuss TeHETUYECKON JUarHOCTUKA
MPEXJIC BCErO BCTAIOT 33JIa4M, CBS3aHHBIC C Pa3pabOTKON CTaHIapTOB
cOopa, XpaHeHHS M OOpa0OTKM TEHETHYECKUX JIaHHBIX, CIIOCOOHBIX
HaJIOKHO TapaHTUPOBATh TaKWeE MpaBa MalMeHTa, KaK «IpaBo Ha 3a00p
OHMOJIOTMYECKOr0 MaTepHalia ¥ €ro TECTHPOBAHKE MO0 YCTAHOBJICHHBIM
MpaBUIaM; MPaBO TPeOOBaTh MCIOIH30BAHME TEHOMHOW MH(OpMaIuu
B 0003HAYCHHBIX 3aKOHOM IIENSIX... TIPABO HAa COXpaHEHUE KOH(UICH-
UATBHOCTH T€HOMHOW WH(OpMAIIUK; MPaBO HAa JOCTYNI K CBOEH Te-
HOMHOHM MH(OpMAIUY; TPAaBO HAa JOCPOYHOE YHUUTOKEHUE TEHOMHOMN
uHpopManuu Wi 0o0e3TMYMBAHNE TEHOMHBIX NIaHHBIX» [15, c. 42],
U T.. B Hacrosiee BpeMs MpPaBOBOE PEryIUPOBAaHUE T'CHETUYECCKOM
JUATHOCTUKU «Pa30pOCaHO» MO0 HECKOJIBKUM HOPMATHBHO-ITPABOBEIM
aKTaM M B IIEJIOM XapaKTepu3yeTcs HaIMYHUeM IPOoOesoB U HEJO0CTa-
TOYHOM TePMHUHOJOTHYECKO# omnpeneneHHocThio [16, ¢. 89]. TToaTomy
YHOPSIOYMBAHKE JISHCTBYIOMIETO B 3TOU cdepe 3aKOHOIATEIbCTBA SB-
JIIETCSI aKTYaJIbHOM 3a/1auell FOpUAMYECKON HAYKH M MPAKTHKH.
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Hpyras rpynna npoOiieM MpaBoBOro 0OECHeUeHUs TeHETHIECKON
IMarHOCTUKU CBS3aHA C HHCTUTYTOM WH(OPMHUPOBAHHOTO J0OPOBOIIb-
HOTO COTJIaCHA MAaIlMEHTOB Ha y4acTHE B TEHETHUECKOM TECTUPOBAHUU.
JlaHHBIN TPaBOBOW HMHCTUTYT MPONHCAaH B POCCHUHCKOM 3aKOHOJA-
TENIBCTBE, KOTOPOE B 3TOM OTHOILUECHUH B LIEIOM COOTBETCTBYET MEKY-
HapOJHBIM CTaHIapTaM. YUYTEHBl U MEXKIyHapOJHbIC JOKYMEHTBHI, ra-
PaHTHPYIOILIHME MPaBO YEJIOBEKA 3HATH, a TAK)KE €ro MPaBo HE 3HATH O
pe3ynpTaTax TeHOMHOro ucciefoBaHusi. OQHAKO €CTh 3HAYUTEIbHbIC
pecypchl I71sl COBEPILICHCTBOBAHUS pealM3aliy JeHCTBYIOIIETO 3aKOHO-
JaTeNbCTBa 3a cuer Oojee NeTaabHON mpopaboTku GopM 100pOBOIE-
HOTO UH(POPMUPOBAHHOTO COTJIACHS MALIMEHTOB HA IPUMEHEHNE K HUM
COOTBETCTBYIOIIUX TEXHOJIOTHH.

OTn o0lIMe HampaBIeHUs MPABOBOTO OOECIEUEHMS] T€HETHUECKON
JMaTHOCTHKY B MOCIIEIHHUE TO/Ibl TIOYYaloT Bce Ooree AeTaibHOe OCBe-
LIEHNE B CIEUAaIbHON JuTepaType. B paMkax naHHOMU TlIaBbl OCHOBHOE
BHUMaHue OyleT yAEIeHO TEeM acleKTaM TeMbl, KOTOPBIE CBA3aHbI CO
cnequpruecKuMU IpodiieMaMy MPEUMITIAHTALIIOHHOTO U MpEeHATallb-
HOTO TEHETHYECKOTO TECTHPOBaHMs, IPaBOBOE 00eCIieueHne KOTOPBIX
MPEACTaBIAECT HAUOONBIIYIO CIOKHOCTH B CHILY €0 TECHOTO COMpHU-
KOCHOBEHHUS C PSAOM CIHOPHBIX IPOOJIeM OHO3THKH.

UYro KacaeTcs npeumMniaHmayuoHHoOU ceHemu4eckol OUazHOCMUKY
(manee — III'/T), To riaBHas ATUKO-TIpaBOBasi MpoOJieMa 371eCh 3aKIIkO-
YaeTcsi B TOM, YTO AaHHAsl TEXHOJIOTHsI HIMEET JIENO C CEJeKIMel demno-
BEUECKUX SMOPUOHOB IN Vitro, T.e. peHoMeHOB, 001aa0IINUX 0COOBIM
OHTOJIOTUYECKUM CTaTycoOM. B MHpOBOH OMOMEIWIIMHCKOH MpakTUKe
CIIOXHJIMCH pa3HbIe IPABOBbIC MOAXOABI K PEIICHUIO JaHHOU MpoOIIeMbl
[17, c. 112-118]. I1pu 3TOM pacXoKACHHS HOCAT COLMOKYJIbTYpPHBIH B
CBOCH OCHOBE XapakTep, a UX UCTOKH YXOIAT B TITyOMHBI PEITUTHO3HOM
antpornonoruu [18, c. 14-26]. O6 3TOM IOCTaTOYHO HATJISIHO CBHE-
TENBCTBYET TOT (DaKT, YTO caMoe MSATKOE 3aKOHOAATENFHOE PEryIupo-
BaHWE MaHUMYJSLUN C SMOPHOHAMH HMEET MECTO B T€X TEXHOJIOTHYE-
CKH Pa3BUTBIX CTpaHax, I7ie JOMUHUPYIOT OYAIU3M, HCIaM U HyAau3M,
a caMoe KECTKOEe — B EBPONEHCKUX CTPaHaX ¢ yCTOMYMBBIMH XPUCTHAH-
CKHUMH TPAJULUAMH, a TaKKe B psijie TOCYIapCcTB, NOAMUCABIINX AMe-
PHUKaHCKYIO KOHBEHIIHIO O IpaBax 4eloBeKa, B CT. 4 KOTOPOH TOBOPHT-
Csl, YTO MPaBO YENOBEKAa Ha JKM3Hb 3alIMIIAETCS 3aKOHOM C MOMEHTa
3ayaTus [19]1.

! IIpaBna, B Bompoce 0 MOMEHTE 3a4aTs MeXaMepUKaHCKU Cyl IO IpaBaM 4e-
JIOBEKa 3aHsUT KOMIIPOMUCCHYIO MO3HUIIMIO, COTJIACHO KOTOPOM IMOpHOH iN Vitro me
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B Poccuu npencraBieHne o TOM, 4TO YEIOBEUECKHH IMOPUOH T10-
Jy4aeT MpaBOBOM CTAaTyC JTUYHOCTU C MOMEHTa OIUIOJOTBOPCHHUSI, SB-
JISieTCs TOBOJIBHO PAaclpOCTPaHEHHBIM B HAYYHOH JinTeparype. OgHako
B 3aKOHOJATENbCTBE PELICHUE BOIIPOCa O CTaTyce IMOPHOHA OMHUPAET-
cs Ha monoxenue 4. 2 cr. 17 Koncrutynuu P®, cormacHo xoropomy
CyOBEKTOM MpaB M, COOTBETCTBEHHO, HOCHUTENEM IPaBOBOTO CTaTyca,
SBIISIETCS] YETIOBEK: MpaBa YelioBeKa MPUHAISKAT eMy C MOMEHTa po-
xaeHusa. C mo3unui 3TOM KOHCTUTYLMOHHOM HOPMBI IPUMEHHUTENBHO
K 5MOpHOHY IN VItro cieayer roBOpUTh HE O MPABOBOM CTaTyCe dM-
OpuoHa, a 00 0cOO0OM MPaBOBOM PEKUME MAHUITYJISILUA C SMOPHOHOM
Kak (peHOMEeHOM, 00JamalomuM CIEeHU(PHIECKUM MOPAIbHBIM CTaTy-
coM. FIMEHHO B 3TOM pyciie U pa3BUBAETCs ceiiuac poCCHHCKOE 3aKOHO-
JaTeNbCTBO, CMBICT KOTOPOTO B TOM, YTO JIOObIE KJIETKH M TKaHH MO-
Clie OTACIEHHS OT YEIOBEYECKOro Tena (B TOM YMCIIe W IMOPHOHEI iN
Vitro) «I0o/mKHBI TIPU3HABATHCS BELIAMHU M, 33 MCKIIOYCHHEM CIICIH-
QJIIbHO YCTaHOBJICHHBIX MPaBUJI, MOAYHHATHCS OOILIEMY MPaBOBOMY pe-
XuMy Bemien» [22, c. 46]. Takoe pemieHue mpoOIEeMbl COOTBETCTBYET
TEHJEHLHUAM, (popMHUpYIOLIMMCS B TIOCIIEAHEE BpeMs B CHUCTEMax 00-
miero npasa [21, c. 46], npeneaeHTHBIN XapaKTep KOTOPBIX ITO3BOJISET
Oonee ruOKo pearupoBaTh Ha NOTPEOHOCTH COLMATBHON MPAKTHUKH.

Takast TpakTOBKa NpOOJIEMBl BIIOJIHE AOIYCKaeT BO3MOXXHOCTH
BBEJICHUS [UIsl HMOpUOHA iN VItr0 HEKOTOPBIX MUCKIIOUEHHUH U3 OOIIEro
MIPaBOBOro pexxumMa Beuier. [IpaBoBoif OCHOBOM [T 3TOTO CITY>KUT MPH-
3HaHHWE 32 OCOOBIM CTaTycoM AMOpHOHa IN VIitro xapakrepa HpagcmeeH-
HOU YeHHocmu, OTHOCSILEUCS K yeHHocmam obuje2o Onaea, TapaHTH-
pyembiM B 4.3 cT. 55 Koncturynmun P®. CormacHo comepikateiics
3[eCh HOpPME, OrpaHMYCHHE MpaB U CBOOOI YEIOBEKAa M TpayKAaHMHA
(B maHHOM cityyae mpaBa Ha CBOOOJY HayYHOTO TBOPYECTBA YUCHOTO
WM TIpaBa Ha OXpaHy 370POBbs MALMEHTa) BO3MOKHO «B TOH Mepe, B
KaKoi 3TO HEOOXOAMMO B IENSAX 3alIUTHl OCHOB KOHCTUTYLHOHHOTO
CTpOSI, HPABCTBEHHOCTH, 3I0POBBS, MPAB U 3aKOHHBIX HHTEPECOB JIPY-
rux Jmi...» [22]. [punepxuBasich TaHHON OPUANYECKON KOHCTPYK-
LUH, MO)KHO OOECHEYUTH CKOJIb YIOJHO BBICOKHH YPOBEHB 3alllUTHI
sMOpHOHa, TpeOyeMblii MPUHIATHIMUA B OOIIECTBE MPEACTABICHUSIMH O
HpPaBCTBEHHOCTH, HE MPHIaBas MPpU 3TOM SMOPUOHY N Vitro mpaBoBoit
CTaTyc, T.€. HE HAJENAS ero JOCTOMHCTBOM YeJI0BEUECKOH TMYHOCTH.

SIBIISIETCS YSJIOBEKOM IO CMBICITY HOJIOXKEHHUH 11. 1 ¢T. 4 AMepHKaHCKOW KOHBEHIIUH O
3amuTe mpaB YeoBeka (Tae peds UACT O 3allUTe IMpaBa Ha )KU3HB), MTOCKOIBKY 3ada-
THE UMEET MECTO JIUIIb C MOMEHTA MMILTAHTAIlH SMOPHOHA B To0cTh Matku [20].
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Eme omHa cepwesHast 3TUKO-TIpaBoBasi mpoOnema, CBSI3aHHAsA C
texHonoruen I1I'/1, 3akirodaercs B TOM, UTO €€ IPUMEHEHUE OTKPBIBA-
€T MEPCHEKTHUBHI AJIsl €BICHUYECKUX MPAKTHK CO BCEMHU BBITCKAIOIIUMHU
OTCIO/Ia KOJOCCAJILHBIMH IO CBOEH 3HAYUMOCTH COLMAIBHBIMU U OHO-
JIOTUYECKUMH TMOCIEICTBUAMH JIsi YeJIOBEUECTBA B LENOM. DTH Mep-
CIIEKTUBBI NMPHOOPENH BECbMa pealbHbIE OUePTaHMs IOCEe OTKPBITHS
MeToJa HampasiieHHoro m3MeHeHust reroma CRISPR/cas9. Ha nepswrit
B3IJIAJ MOXKET [IOKa3aThCs, YTO MpodieMa peraercsi MyTeM BBEACHUS
3alpera Ha MPUMEHEHUE JTaHHOH TEeXHOJOTWU AJISl JOCTHKEHUs HeMe-
JUIUHCKUX (T.€. TaK Ha3bIBa€MbIX COLMANIBHBIX) meneil. OmaHako pas-
rpaHUYEHUE IeNiell TeHEeTHYecKOH IUAarHOCTHKH Ha MEIULMHCKUE U
COLlMalibHBIE Ha MPaKTHKEe OOHApY)XHWBAaeT HEIOCTaTOYHYIO OIpere-
JIeHHOCTh. [IoHsATHE «TeHeTHUecKkoe OTKJIOHEHUE», KaK MOUepKUBaeT-
csl B JoKIane «3ammra 3MOpHOHA denmoBeka In Vitro» Komutera mo
ouostnke Coera EBpombl, oXBaThIBacT Takue pa3HbIe IO CBOEH IpH-
poze sBIeHUs, Kak 3a00JieBaHMs, PACCTPONCTBA U TEHETHUECKUE OCO-
oennoctH [25, c. 37]. OueBHIHO, YTO, IO MEpE Pa3BUTHUS U COBEPIICH-
crBoBanust [1I'/], Bce wamie Oyner BO3HUKATh COOJIa3H MPUMEHUTH €€ K
TCHETHYECKUM PacCTPOWCTBAM M JaXe K OCOOCHHOCTSM B paMKax
BCIIOMOTAaTENbHBIX PENPOAYKTHBHBIX TEXHOJOTMH, HAIleJIeHHBIX Ha
poxnenne pebeHka. B Hacrosmee BpeMs 1uama3oH MpaBoOBBIX MOIXO-
JIOB K PEILIeHUI0 3Toi mpobieMbl B crpaHax CoBera EBpombl 3aman
TpeMsi OCHOBHBIMH MO3UIMSAMHU: 1) yCTAaHOBIICHUE 3aKPBITOrO MEPedHs
3a00NIeBaHnH, B OTHOILICHUH KOTOPBIX AOIyCKaeTcs JaHHas MPOLEAypa;
2) UCTIOJIb30BAaHHE MPEHMIUIAHTAIIMOHHON TeHETHYECKOW THAarHOCTUKH
TOJBKO B OTHOLICHUH TSKENBIX HEH3JIEUMMBIX 3a0o0NieBaHUM, HO Oe3
COCTaBJICHUSI 3aKPBITOTO IepedHs; 3) MPOBEACHUE CICHAIBHON JKC-
MEePTU3BI ISl K&XKIOr0 KOHKPETHOTro cirydas [25, ¢. 37].

Onacenuns o noBoAy Bo3MokHOcTH Hcnonb3oBanus [1I']] ¢ nensro
yay4ineHust (pU3NYecKnX W KOTHUTHBHBIX XapaKTEPUCTUK YeIOBEKa
(OpPMHPYIOT OYEHb HACTOPOXKEHHOE, a HMHOT/Ia YPE3MEPHO KECTKOE
OTHOIICHHE CO CTOPOHBI 3HAYUTENLHOTO YUCIIa YYCHBIX U 3aKOHOAATE-
Jel K ee MPUMEHEHUIO Ui BhIOOpa mojna Oyayiiero peOeHka a0 3ava-
Tus. B menom psage MexIyHapoOIHBIX JOKYMEHTOB PEKOMEHAATEIbHO-
ro xapakrepa, B cT. 14 KoHBeHIMHU O 3amuTe mpaBa M JOCTOMHCTBA
YelIOBeKa B CBSA3U C MPUMEHEHHEM JOCTHKEHHH OMOJIOrMU M METULIM-
HBI, @ TaKKe B 3aKOHOJATENbCTBE MHOTHX CTpaH HCIIOIb30BaHUE
BCIIOMOT'aTENbHBIX MEAUIMHCKUX TEXHOJOTUH JETOPOXKACHUS B LEIAX
BbIOOpa mona Oyaymiero pedeHKa pas3pelieHo JHIIb sl TpedoTBpa-
nieHus 3a00JeBaHus, CBA3aHHOTO C TOJIOM. MeXay TeM B HEKOTOPBIX
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CTpaHaX, BKJIFOYas TAaKOTo OMOTEXHONormueckoro juaepa, kak CIIA,
JI0 3a4aTvsi MOXKHO TIPOBOIUTH CENCKIIMI0 AMOPHOHOB TIO IOy C Iie-
JIBI0 00ECTICUCHUsI TeHIEPHOTO OallaHca B ceMbe. lpu 3TOM aBTOpHI,
00OCHOBBIBAIOIINE ATHYECKYIO MPABOMEPHOCTH MOAO0HOr0 MOIXO/a,
MPU3HAIOT, YTO MBI UMEEM 3JI€Ch JI€J0 C HOBBIMH IPOSIBICHUSMHU €BI€-
HUKH, HO CUUTAIOT UX ITUYECCKHU TpUeMIIeMbIMU [26].

PaccmaTpuBas 5Ty cUTyalui0 C TOYKH 3PEHUS POCCHUHCKOTO KOH-
CTUTYIIMOHHOTO TIpaBa U MPEXIe Bcero nojaokenuit 4. 3 cr. 55 Koneru-
Ty P®, MOXKHO cka3aTh, 4TO ecinm cBOOOmA pomuTeneii B BhIOOpe
nmojia Oyayiero pedeHka He HapyIaeT CBOOOY WHBIX JHIl (B JaHHOM
CJlydae JOCTOMHCTBO M CaMOWCHTU(UKAIHMIO JIMYHOCTH JaHHOTO pe-
OcHKa), a TaKKe He TMOAPBIBACT TeH IePHBIN OanaHc B o0IecTBe (T.¢. He
MTPOTUBOPEYUT TEM IIEHHOCTSM OOIIero 0i1ara, KOTOpbIC SBISIFOTCS yCIIO-
BHEM peasM3alii MPaB YeIOBEKa), TO HET HUKAKUX KOHCTHTYIMOHHBIX
OCHOBaHHWI OTpaHUYMBATH PEIPOJYKTUBHYIO CBOOOAY ceMbu. [loaTo-
My BBenleHHBIN B 1. 4 cT. 55 @3 or 21.11.2011 Ne 323-®3 «O6 ocHo-
BaX OXpaHBI 3I0pOBbA rpaxaan B Poccuiickoit denepanun» 3anper Ha
BBIOOp ToJIa OyAymiero peOeHKa, TOBTOPSIONIHNA (OPMYIHPOBKY YKa-
3aHHOU eBpormeiickoil KoHBeHIMH, MPEACTaBISETCS H3IUIIHUM, OCO-
OeHHO yumThiBas TOT (hakT, uTo Poccus He moamucana nanHyto KoHBeH-
nuto. Jlpyroe neno — HacKONBKO yIacTcs M30eKaTh 3JIOYIMOTPEONIeHUI
TakuM TpaBoM? OnHAKO 3TO YXKe MpoOieMa MPaBONMPHUMEHUTEIBHON
MPAKTUKY, KOTOPYI0O MOXKHO M HY)KHO pelllaTh HE 332 CUET BBEACHUS U3-
JIUITHAX OrPaHUYCHUI PEMpPOyKTUBHOU CBOOO/IBI YEITOBEKA.

B koHTeKkcTe Hamero aHanu3a 3acily’KUBaeT BHUMaHHS U TIPOOJIe-
Ma, CBsi3aHHas ¢ ucnonb3oBanueM [/ nns nmpoBepku 3MOpPHOHOB Ha
JIOHOPCKYIO COBMECTUMOCTb CTBOJIOBBIX KJIETOK C LEIbIO JICUCHUSA
OOJNIBHOTO cHOJIMHTA. B pocCHiiCKOM 3aKOHOATENILCTBE HET 3ampera Ha
OCYIIECTBIICHHUE TaKUX Tporenyp, u ¢ 2016 r. oHu B cTpaHe POBOASTCS.
B nannol cBsi3u cieayer OTMETUTD, YTO XOTS UCIONb30BAHUE CTBOJIO-
BBIX KIJIETOK HOBOPOXJCHHOI'O, MOJYUYEHHBIX U3 IYNOBUHHOH KPOBU
MpHu pojax, Iis Je4eHUs OONbHOr0 OpaTa WM CECTPBI yxke Oonee
necstu Jet npaktukyercs B CIIIA u crpanax EBpomsl, criopsl 00
STUYECKOW MPUEMIIEMOCTH JAaHHOTO crioco0a JICUSHUs 0 CHX IMOp He
yTHXAT. Psn 3apyOexHBIX CHEIUATHCTOB CUYUTAIOT HEIOMYCTUMBIM
MOTOOHBI «KUHCTPYMEHTAIBHBIN TOXO K pEOCHKY»; IPYTHE UCXOISAT
W3 TOrO, YTO JOJIT CEMEHHON COMMAAapHOCTH TPeOYeT OT CEeMBU HC-
MOJIb30BaHUS TaKOW BO3MOXKHOCTH, a JOJIT COIIMATbHOU CONUIAPHOCTH
O3HAyaeT, YTo OOIIECTBO HE JOJDKHO JIUIIATH POAMUTENEH JTOCTyma K
3((HEeKTUBHOMY JICUCHUIO Ui CHACCHUS WM OOJICTYCHUS JKU3HH pPe-
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Oenka [25, c. 42]. C Touku 3peHHs MpaBa CYIIECTBEHHBIMH apryMeH-
TaMH B MOJIB3Y paBoMepHOCTH Takoro nmpuMenenus [l x permenuio
npoOIeMbl CeMbU, UMEIOMIEH TKeT000NbHOr0 peOeHKa, SBISETCS TO,
YTO HA MPAKTUKE HEBO3MOXKHO OMpPENEINTh HCTUHHBIE MOTUBBI POAU-
Tenel, 3asBIIONMX O CBOEM KETaHWW POAMTH 3I0POBOr0 pedeHKa
0€30THOCUTENBHO K BO3MOXKHOCTH JiedeHHs 00JbpHOro. B 3T0ii cutya-
LMW 3aKOHOAATENb NOJDKEH MCXOAUTHh M3 MPE3yMIIIUH J0O0pPOCOBECT-
HOTO XapakTepa HaMEpPEeHWH, MOCKOJIbKY MHOM IMOJXOX O3Hadaa Obl
OTCYTCTBHE JIOJDKHOTO YBa)KEHHUS K JOCTOMHCTBY 4ejioBeka. B imobom
cllydae TpaBO HE MOXKET 3ampeniath TO, YTO HEBO3MOKHO MPOKOHTPO-
JIPOBATE.

[Ipu Bceil 3HAUMMOCTH OTMEUEHHBIX BBILIE 3THUKO-TIPABOBBIX IMPO-
6newM, ceszansbIx ¢ [1I'/], HanOonee akTyansHBIME 17151 Poccuu sIBISIOT-
Csl COLIMAIBHO-TIPABOBbIC ACHEKThI TaHHOW TEMBbI, KacaloLIuecsl BOIpoca
0 BKJIIOYEHHH 3TOT0 BUJAA AWArHOCTUKH B CUCTEMY 00S3aTEbHOIO MEAH-
muHckoro crpaxoBanus (OMC). K HacTosimemy BpeMeHH Takasl Mpak-
THKa YK€ CIOKUIACh BO MHOTUX TEXHOJIOTMYECKU Pa3BUTHIX CTpaHaX.
Eme B 2016 r. Poccuiickoe 001mecTBO MEINIMHCKUX T€HETUKOB 00pa-
TII0Ch B MuH3/1paB Poccun ¢ COOTBETCTBYIOIMM TpeiokeHueM [27].
Opnako mpoOneMa A0 CMX MOp He pelleHa. 3Aech HYXKHBI, KOHEYHO,
cepbe3HbIE pacueThl Kak MEAMLIMHCKON, TaK M SKOHOMHUIECKOH 3 ex-
TUBHOCTH TIpeIIaraeMOro HOBOBBEJECHHUS, OJHAKO BBIIIE ATHX pacye-
TOB CTOMT 3aKperuieHHbd B cT. 7 Koncrutynuu P® npuHmmm comm-
IBHOIO TOCYJAapCTBa, TMOJUTHKA KOTOPOT'O HAIpaBlieHA Ha CO3JaHHE
yCIOBUH, 00ECIIeUnBaONMX JOCTONHYIO KH3Hb U CBOOOAHOE Pa3BU-
THE YeITOBEKA.

IIpenamanvhas cenemuyeckas OUAZHOCMUKA, OCYILECTBIsIEMas Ha
9Tane BHyTPHUYTPOOHOTO pa3BUTHS 3apOAbIIIa U U0, MOXKET IPOBO-
IuThcs Kak HenHBa3uBHO (kornma JJHK pebGenka ompeznensercs mo Kpo-
BU MaTepu), TaK ¥ MHBAa3UBHO (KOTJla UMEET MECTO MPOHUKHOBEHHE B
MOJIOCTh MATKH JKSHIIWHBI JJIsl TOTYYSHHUs TUIOJJHOTO MaTepuaina). Yto
KacaeTcsi ”HBa3UBHOTO TECTUPOBaHUA, TO OHO BxoauT B OMC kak co-
CTaBHAsl 4YaCTb KOMOMHUPOBAHHOI'O NPEHATAILHOTO CKpHHUHTA. M Hade
00CTOHT J€7I0 CO CPaBHUTENBHO HOBBIM METOAOM HEWHBA3HBHOTO Mpe-
HatanpHOro tectupoBanus (HUIIT), KoTOpbIid OTHOCUTCS K TEXHOJO-
THSM TEeHOMHOTo cekBeHUpoBaHHs HoBoro mokosieHust (NGS — Next
Generation Sequencing). DTOT MeTOA MOMYYMJ OPHIUATBHYIO TOJ-
nep:kKy MexayHapoIHOH acCoUMaliy O NPeHaTanbHON AUAarHOCTHUKE
qums B 2011 1. [28; 22].
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HekoTtopsie cTpanbl, HauaBmme MaccoBoe BHeapenne HUIIT (Ha-
npumep, CIIIA), BHayase nepeoneHnIn BO3MOKHOCTH JaHHOTO METO-
Jla ¥ CTalll OTKa3bIBATHCS OT MHBAa3MBHOM AuarHoctukd. Ho ombIT mo-
Ka3ajl, 4TO «IIpeHATAIbHBIA CKPHHUHT HU B KOEM CIlydac HeE SIBISIETCS
3aMEHON WMHBa3MBHBIX METOJOB JUArHOCTHKH W HE MPETEHIyeT Ha
100%-Hy10 yBEpEeHHOCTb B HaJIMYMK XPOMOCOMHOIH aHomaiuu. OpaHa-
KO OH JJaeT BO3MOXKHOCTb MEAMLIMHCKOMY CIEHUAIUCTY U OyAyIINM
POAMTENSAM BBICTPOUTH WHAMBUAYAJBbHBIN TUIaH BeAeHUs OepeMeHHO-
cti» [29, c. 35]. Bompoc o kinHHYeckoM ucnonas3oBanuu HUIIT, a
Tem OoJiee O BKIIIOUEHHH NaHHOH ycimyru B cucteMmy OMC, sBrsiercs
npeaMeToM auckyccuit. Hayunblie uccnenoBanus 3Tol mpoOiieMsl 1o-
Ka 4TO JAIOT HEOAHO3HAYHBIC PE3YIbTATHl. A MOCKOIbKY TaKUE TECTHI
YK€ IIUPOKO MPUMEHSIOTCS Ha MPaKTHKE, TO BOSHWKAIOT MHOTOYHC-
JICHHBIC CUTYalllH, KOTAa KCHIIMHBI MPUHUMAIOT PEeIICHHUE O MPEphI-
BaHUMU OEpPEMEHHOCTH Ha OCHOBE PE3Yy/IbTaTOB, MMEIOIINX Heompese-
JICHHYIO KIIMHUYECKYIO 3HAYUMOCTb.

B Poccun HUIIT no cux mop He MOSyYMWJIO 3aKOHOAATENBHOTO
NpU3HAHUS. AaHHAs MPOLENypa HE BXOAUT B YTBEpKICHHYIO MHUH-
3[paBOM cUcTeMy npeHatanbHoro ckpununra [30]. DTo maer ocHoBa-
HUE HEKOTOPBHIM CHEUATHNCTaM FOBOPHUTH O TOM, YTO «C IOPUAMYECKOM
TOYKH 3PEHUSl TaKOW TECT MMEET CTAaTyC “‘Hay4yHOTO HCCIEeJOBaHUS »
[31]. OmHako oueBHAHO, YTO MOAOOHOE KHCCICIOBAHHE», KOTOPOE B
JaHHOM Clly4ae IOJDKHO ObUTO Obl MPOBOJMTHECS B paMKaxX KIMHUYE-
CKOH ampo0anuy HOBOH TEXHOJOTHH, HE COOTBETCTBYET TPEOOBaHUSIM
K Tako# ampoOanuu, 3aKperieHHbIM B cT. 36 @3 «O6 ocHOBax OXpaHbI
3I0pOBBS...». TeM He MeHee MOCIeIHUEe HECKONbKO JIeT TAKHE TEXHO-
JIOTUYECKU CIIOKHBIE M 3aTpaTHBIE MPOLEOYPHl MPOBOASATCS B Psile
KPYITHBIX TOPOJIOB CTpPaHbl Ha KOMMepueckoil ocHoBe (okoso 30-40
TBIC. TECTOB B TOJI), IPH 3TOM YacCTHBIC [IEHTPBI HE HECYT OTBETCTBCH-
HOCTH 32 Ka4eCTBO AMArHOCTHKH M MHTEPIPETAIHIO Pe3ysbTaToB [28,
c. 31]. B cnoxuBmIeiics cuTyalluu HaumOoJee aKTyalbHOM SIBISETCS
3aja4a OpraHU3aluOHHO-TIPABOBOTO YIIOPSJOYHBAHUS KOMMEPUYECKOTO
npumenennss HUIIT. IlepBeIM marom Ha 3TOM NyTH AOMKHO CTaTh
CO3[JaHHE «TOCYNAPCTBEHHBIX aKKPEIUTOBAHHBIX pehepeHCHBIX LiEH-
TPOB, KOTOpBIE 3aHUMAIUCh Obl BHEIIHEH OLICHKON KadecTBa METONA U
KypHUpOBAJIN Pe3yNbTaThl HAYYHO-UCCIIEIOBATEILCKUX MPOCKTOB B STOM
obnactu» [28, c. 31].

JIOMONMHUTENBHYIO aKTYaJIbHOCTh 3TOHW MpoOiieMe MPHUIAeT TO 00-
CTOATENBCTBO, UTO ¢ noMousto HUIIT MoxHO yxe Ha neBATol Hexene
¢ OOJIBIION CTENEHBIO BEPOSITHOCTH ONPENENUTh 1Mo OyayIero pedeHka
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Y TIPY 3TOM Y KEHIIUHBI €CTh eIlle TPU HEICTH, YTOOkI caenaTh abopT
0e3 MENUIMHCKHMX TMOKa3aHWid. B HacTosiee Bpemsl OTBETCTBCHHBIC
MEMIIMHCKIE (PUPMBI, OCYIIECTBISIONIUE ATy MPOIECAYPY HA KOMMEp-
YECKOW OCHOBE, BBEIIM B MPAKTUKY CBOECH pabOTHI JIEIIOBOE OOBIKHOBE-
HUE, B COOTBETCTBUU C KOTOPBIM OHH HE BBIIAIOT PE3yJbTaThl TECTHU-
poBanus 10 ucteueHus 12-i nvemenu 6epemMenHoct. OYEBHUIHO, UTO B
YCIIOBUSIX PHIHKA TaKas MPaKTUKa CTABUT ATH (PUPMbI B HEBBITOJTHBIC
YCIIOBHUSI TI0 CPaBHEHUIO C MEHEE J0O0POCOBECTHBIMU KOHKYPEHTAMH.
[TosTOoMy OBLTO OBI LENTECO0Opa3HO 3aKPENHUTh yXKe CIOKUBLICECs Jie-
JI0BO¢ OOBIKHOBEHHUE B 3aKOHOIATEILCTBE.

I'maBHas 3THMKO-TIpaBOBasi MpobIeMa MPEHATATLHOTO TEHETUIECKO-
r0 TECTUPOBaHHUs (KaK MHBA3WBHOIO, TAK U HEMHBA3WBHOIO) CBsI3aHA C
TEM, YTO €0 UTOTH 3a4YacCTyIO CTaBST KCHIIMHY TIEpe]] TSHKEIBIM BBI-
0OpOM: TIOWTH Ha PUCK POXKICHUS OOJBHOTO peOCHKAa WM UCKYCCT-
BEHHO TIpepBaTh OCPEMEHHOCTh. B 3amajfiHBIX cTpaHax 3Ta mpodiema
yKe Tepeluia B IUIOCKOCTh MPaKTHUYECKON 3allMThI TIPaB 4YeIoBeKa,
0 YeM CBHUJICTEIILCTBYET 3apyOexkHas CyieOHas MpaKTHKa, CBA3aHHAsS C
WCKaMH JIeTeH-MHBAJIU/IOB K BpayaM U POAUTENSAM, HE OCYIICCTBUBITUM
B CBOC BpeMsl MCKYCCTBEHHOE IpephiBaHUe OepeMeHHOCTH. [Ipemmer
TaKMX UCKOB — MPETEH3UU TI0 MOBOJTy HEMPABOMEPHOT'O OCTABIICHUS B
KuBBIX» [32, ¢. 106]. O4eBHIHO, YTO BaKHBIM YCIIOBHEM HaJUIeXKallle-
r0 pelIeHus: MoIOOHKBIX MPOOJIeM HAa TOCYNAapCTBEHHOM YPOBHE SIBIISI-
eTCsI Pa3BUTHE CUCTEMBI T€HETHYECKOTO KOHCYJIHTHPOBAHUSI.

T'enemuueckoe xoucynsmuposanue. B cTpykrype reHOMHON Me-
JUIWHBI TPAJAWIMOHHAS TPHUajJa HAIpaBJICHUA METUITMHCKOM JesTeNb-
HOCTH «JTMarHOCTHKA — JICUCHUE — IPOPHUIAKTHKA» JOMOITHICTCS TAKHM
CaMOCTOSTEIIBHBIM HAlpaBJICHHEM, KaK KOHCYIbTHpoBaHue. HeoOxomu-
MOCTb BBIJICJICHHSI TAHHOTO HAIPABJICHUS, TECHO CBSI3aHHOTO C MHBIMHU
BHJIAMHU MEIUIMHCKON Z[CSITGIII:HOCTI/Il, 00YCJIOBIICHA HATMYUEM IIEJIOTO
KOMILIEKCA BO3HUKAIOIINX 37IECh CIIOKHBIX ITUKO-TTPABOBBIX TIPOOIEM.

[IpaBo poccuiickux rpakaH Ha MOIYYCHHUE TaHHON METUIIMHCKON
YCIIyTH B OpraHU3aIUsAX TOCyJapCTBEHHONW CUCTEMBI 3/IpaBOOXPAHCHUS
3akperuieHo B cT. 51 @3 «O0 ocHOBax OXpaHBI 3I0POBbS TPaXIaH B
Poccuiickoii ®@enepanmu» u B cT. 15 CemeitHoro kojmekca P®. Dto

! Tak, o6s3aTeIbHOE POBEICHIE MEIHKO-TEHETHIECKOrO KOHCYIbTHPOBAHIS SB-
JSIeTCS ONHUM M3 STHUYECKHX IPUHIMIOB MPEHATAIbHOH U IPEIMMILIAHTAIIMOHHON
muarnoctuku [33, c. 206, 210]. A renorepamnusi HEBO3MOXKHA 0e3 TOOPOBOIBHOTO
HH()OPMHUPOBAHHOTO COTJIACHS, NPEIIONATralonIero MOJMydYeHHE COOTBETCTBYIOIIMX
KoHCynbTanuil. IIpodunakTika reHeTnuecknx 3a00neBaHnil TakKe BO MHOTOM 0asu-
pyeTcst Ha TeHeTHIECKOM KOHCYIBTHPOBAHUL
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npaBo o0ecredyrnBaeTcs IMOCPEACTBOM MEIUKO-TEHETHYECKOr0 KOH-
CYJIETUPOBaHUs ceMeil 1 OONBHBIX C HACIIENCTBECHHOW U BPOXKICHHON
MaTONOTHE B paMKax NESITEIbHOCTH MEIUKO-TeHETHYECKHX CIYXkO,
periiaMmeHTupyeMoil npukaszom MmunsnapaBa Poccum ot 30.12.1993 .
Ne 316 «O panpHeHIIEM pa3BUTHH MEOUKO-TEHETUYECKOH CITy:KOBI
MunncrepcTa 3npaBooxpanenus Poccuiickoit denepanum».

B cutyaunn Bce Gombluei JOCTYMHOCTH M€HETHUECKOTO TECTHUPO-
BaHMA (B TOM YHCIIC ¥ Ha KOMMEPYECKOW OCHOBE) PE3KO BO3pacTaeT
NOTPeOHOCTh B HAJUISKAIIEM KOHCYIbTUPOBAHUM KakK CBSA3YIOILEM
3BEHE MEX/IY BPaduoM M MAIMEHTOM, KOTOpoe obecrednsio Obl mpodec-
CHOHAJIbHYIO HHTEPIIPETAIUIO TOMYYCHHBIX JaHHBIX, IPHYEM HE TOIBKO
C MEAMLUHCKOH, HO M C TNCHXOJOrMYecKoil Touku 3peHus. Beap pe-
3yJIBTaThl TAKOTO TECTHPOBAHUS HEPEIKO CTABST YEIOBEKa B CUTYalUIO
SK3UCTEHLHABHOTO MO CBOEH 3HAYMMOCTH BBIOOpA, 3aTpardMBaroIIEro
HE TOJIBKO €r0 CaMoro, HO U ero 6mm3kux. Kpome Toro, passutue u co-
BEPLICHCTBOBAaHHE KOHCYJILTUPOBAaHHS B cepe MoTpeOUTEIbCKON TIe-
HOMHKH TTO3BOJIAIT, KaK BEPHO 3aMEUYEHO, KHE Pa3BIEKaTh HAPOJ TCHETH-
YECKUMH TECTaMH, MPEBpallas UX B MOJ00HE acTPOJIOTHH, a pa3BUBATh
PBIHOK T€HETUYECKHX HCCIIeoBaHm» [34].

CroxHeiiel mpaBoBoi MpoOJIeMOil TEeHEeTHYeCKOro KOHCYJIbTHU-
POBaHUS ABISIETCS MOUCK OanaHca MKy 3allUTON YacTHOH KU3HHU U
JMYHOH TaifHBI YenoBeKka (YeMy B JaHHOM Ciydae NMPH3BaH CIIY)KHTh
MHCTUTYT Bpa4yeOHON TalHBI) M MPABOM POJCTBEHHUKOB MalWEHTa
WUMETh AOCTYIN K JKU3HEHHO Ba)KHOW A1 HUX MH(OPMALUN O TeHETH-
YEeCKUX PHUCKaxX M MaToJOTUsAX. B 3TOM acleKkTe mpaBoBOW PeXHUM TeHe-
THUYECKON WH(OPMAIIMU B POCCUICKOI MPaBOBOM CUCTEME He pa3padoTaH:
MOKa YTO MIYT JHIIb AUCKYCCHH O BO3MOXKHOCTH NPUAAHUS TeHETHYe-
ckoli mH(popManuu 0coOOro MpaBoOBOrO CTaTyca, YYUTHIBAIOIIETO 3a-
HWHTEPECOBAHHOCTh B HEHl KPOBHBIX POJCTBEHHHUKOB.

Ou10codCKyI0 OCHOBY 3THX AUCKYCCHI COCTaBIsIET mpobiema co-
OTHOLICHHUS PEryIATHBHON 3HAYMMOCTH OCHOBHBIX IPUHLIUIIOB OUO3THU-
KH ¥ TIPEX/IE BCEro MPUHIMIA aBTOHOMUY WHAWBHIA, B COOTBETCTBHU C
KOTOpPBIM «IMYHOCTH 00JaiaeT cBOOOAOH M MPaBOM Ha caMOOIpere-
JIeHWe, B TOM YHKCJE IPaBOM Ha PAcIoOpsDKEHHE CBOEH KU3HBIO U
3nopoBbem» [35, c. 203], u npunuuna Onaronesuus (beneficence) mo
OTHOIICHUIO K ero poacTBeHHUKaM. [Ipobiema 3akirodaercst B poOTU-
BOPEUMH MEKIY STUMH MPUHIMIIAMH, a TIOMCK €€ PEIIeHUs TPOXOAUT B
paMKax pa3HbIX KOHIENTYyadbHbIX Mozenei. C mpaBoBOW TOUYKH 3pEHUS
€IMHCTBEHHO MPHEMJIEMBIM TOAXOAOM SBISIETCS MEPEBOA MPOOIEMEI
U3 MOpaJbHOM IUIOCKOCTH B MPaBOBYIO, TAE ACHCTBYET NPaBOBOI
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MPUHIAT (POPMAaTHLHOTO PABEHCTBA, B COOTBETCTBUM C KOTOPBIM JIOJIK-
Ha OBITH OOecrieueHa paBHAsT aBTOHOMUES CYOBEKTOB, YbH HHTEPECHI
MepeceKaroTcs B JAHHON cq)epel. B Koncturynuu P® nanssii npun-
IIUIT TTOTYYHIT OTpakKeHUe B 4. 3 ¢T. 17, COrIacHO KOTOPOW P OCYIIle-
CTBJICHUU TIpaB U cBOOOJ YeIOBEKA HENb3s HapyllaTh MPaBoO U CBOOO-
Ib1 Mpyrux aui. KcraTe, IMEHHO 3TOT MOJXO0/ COOTBETCTBYET TAKOMY
MIPUHIIAITY OMOSTHKH, KaK MPUHITUI CIIPABEITHBOCTH.

B crpanax obmiero mpaBa mofoOHOrO poja KOJUIM3UU MPEoJoe-
BalOTCSA B paMKaxX CyJeOHBIX MPEIEICHTOB, IPH STOM IIPOCMAaTPHBACT-
Csl TEHJICHIUS B CTOPOHY OIpaHWYCHHS IMpaBa IMAalMeHTa Ha JTHUYHYIO
TallHy, €CIH COKPHITHE MH(OPMAIIMKA BXOIUT B MPOTHBOPEUUE C Tpa-
BaMu JIpyrux Jml. Poccuiickas ke cynebHas cucteMa MeHee IpUCIOo-
co0OJieHa U1 peteHus: HoJoOHOro poaa mpodiaeM, HOITOMY 311€Ch 0CO-
OeHHO HyXHa «pa3paboTka oQUIMATEHOHN MTPOLEAYPHI OLIEHKH CITy4yaes,
KOrJa HEoOXOAUMO HApYIIMTh KOH(UIACHIIUATHHOCTh MalueHTa Oe3
€ro COrJIacusl Ul OMOBELICHUS WICHOB €ro CEMbH, MOTEHIIHAJIbHO
MOJIBEPKEHHBIX OMAcHOCTH 3a0oneBanus» [36].

Hekoroprie HOBBIE BO3MOXKHOCTH B 3TOW O0JAcTH OTKPBIBAIOT
npuHATHIe HenaBHO m3MeHeHunsl B @3 «O6 ocHOBaxX OXpaHBI 37J0pPOBbS
rpaxnad B Poccuiickoit @eneparuu», COriacHo KOTOPBIM MOCIE CMep-
TU TPaKJaHWHA JIOMYCKAETCs pa3TiallieHUue CBEACHUN, COCTaBIISIONIIX
BpadyeOHYIO TaifHy, OJM3KUM DPOJACTBEHHHKAM II0 MX 3ampocy, €CIu
TpaKJIaHWH WM €ro 3aKOHHBIM MPENCTaBUTENIh HE 3alpPETUil pasriia-
IIEHHE TaKoro pona ceenenuit [37, m. 4 cr. 1]. OgHaKo MPUMEHHUTEIB-
HO K TeHOMHO# MH(opMaIuu ObLI0 OBI LIENECO00Pa3HO MOUTH ANTbIIIE
B ATOM HAIpaBJICHUU M OOpaTHTh BHUMAaHWE, B YACTHOCTU, HA OIBIT
HekoTopbIX mTaTtoB CLIA, B KOTOPBIX BBEAEHO 00s3aTenbHOE HHDOP-
MHUPOBaHHE POJCTBEHHHKOB 00 OCOOEHHOCTSIX T€HOMA MalMeHTa Mocie
ero cmeptu [38]. Ho u B 3TOM BapmaHTe OCTaHETCSl HEpCUICHHBIM
TJIaBHEIM BOIIPOC O MpaBe U 00S3aHHOCTH Bpavya M T€HETHYECKOT'0 KOH-
cynbTaHTa (a B TEPCIEKTHBE, KaK MPEACTABISACTCS, 9TH Tpodeccuu
MOT'YT pa3iIn4aThCs) CBOEBPEMEHHO COOOUIUTH POICTBEHHHUKAM Maly-
€HTa XU3HEHHO 3HAYMMYIO JJI1 HUX UH(POPMAIIHIO.

Pazymeercs, HUKaKod 3aKOH HE MOXKET OXBATUTh BCe MHOTr0o0Opa-
3Me BO3HMKAIOLIMX 3J]IeCh MPOOJEMHBIX CUTYallUd, IO3TOMY pELICHHE
JaHHOTO BOTIPOCa HE MOXKET OBITh JKECTKO YPEryJUpOBaHO Ha 3aKOHO-

! K taxomy momxony (mpasza, 6e3 MApKEPOBKH €ro B KAUeCTBE IPABOBOIO) CKIIO-
HSFOTCS M @BTOPBI COMEPKATENHHOrO aHAINTHIECKOr0 0630pa COBPEMEHHOTO OHOITH-
H4ECKOro UCKypca 110 JaHHoi mpobieme [35, c. 210].
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nareabHOM ypoBHE [39]. Ho 3T0 He 3Hauut, uTo mpoliiema J0JDKHA
OBITH BHIBEJCHA 32 PaMKH MPaBOBOTO mojsi. HeBo3MokHOCTH BBIpado-
TaTh 00IIee PeryaNpOBaHNE U HEOOXOAUMOCTh B Ka)KIOM KOHKPETHOM
Cllydae YYMTBIBAThH CIIOKHBIC KH3HEHHBIE OOCTOATEILCTBA MALlUCHTOB
W WIEHOB HX ceMel TpeOyIOT 3aKOHOJATENBHOTO 3aKPEIUICHHS MTOTHO-
MOYHH MO PELICHHIO TAKOrO POAa BOMPOCOB 332 COOTBETCTBYIOLIMMH
KOJUIETHaJIbHBIMH OpraHaMH, Ha pojb KOTOPBIX JIydIlIe BCEro MOIXO-
ISIT STUYECKUE KOMHTETHI, JCHCTBYIOUINE MPH MCCIEAI0BATEINbCKUX U
ne4eOHBIX MEANIIUHCKUX OpraHu3aiuax. [Ipu 5ToM mamueHTaM JOMK-
Ha 00ecreYnBaThCsl peajbHas BO3MOKHOCTh Cy/I€OHOT0 00KajJoBaHUS
TaKMX pEIICHUH.

Bnuskue o cBoeil mpaBoBoi cyTH MpoOJIeMbl BOSHUKAIOT U B TEX
cllydasix, KOrja npaBo MalieHTa He 3HaTh O pe3yibTaTax IeHeTHue-
CKOT'O TECTUPOBAHUS BXOAUT B MPOTHBOpEUHE C OiaroM ero Ommkai-
IIUX POJICTBEHHHUKOB (OCOOCHHO, €CIIM Pedb HIET O JNETAX). 31eCh TaK-
e CIeyeT OpHEHTHPOBAThCS HA MPaBOBOM IMOAXOJ, OCHOBAHHBIA Ha
COTJIaCOBAaHMM BCEX IPAaBOMEPHBIX HHTEpecoB. OTIENbHBIA acmeKT
npoOIeMbl CBS3aH C CUTYallUsIMH, KOT/Ia OTKa3 MalMeHTa 3HaTh O pe-
3yAbTaTax TECTUPOBAHMA BXOIUT B OYEBHIHOE Ui KOHCYJIbTaHTa
MPOTHBOpPEUHE C €ro NPaBOM Ha JKWU3Hb W OXpaHy 340pOBbi. B 3Tom
cily4ae, Mo-BUAMMOMY, HY>KHO, YTOOBI B PELICHWU MPOOIEMBbl y4acT-
BOBAJIM CIIEHUANMCTBl Pa3sHOTO MPOQHs, KOTOPbIe MOIIM OBl Y4ecTb
BCE HIOAHCHI CHUTYaIIH.

Eme omgHa crnoxkHas JTUKO-TIpaBoBasg NpoOiieMa  MEIHUKO-
TCHETUYECKOr0 KOHCYJIBTUPOBAHHS CBs3aHA C TaK HA3bIBAEMBIMH CIIy-
YaliHBIMH HAaXOJKaMH, B CBSI3U C KOTOPBIMH «OOCYKIAIOTCS TaKKE MPO-
OneMBbl, KaK JONT Bpada HH()OPMHUPOBATH NALMEHTOB O TAKMX HAXOJKaX,
WU3MEHEHHE CoJepKaHusl HHPOpMALUH TP TOTYYEHUH COTJIACHS TalH-
€HTa Ha TECTUPOBAHHE, MOpAJbHAs ONMPaBAAHHOCTh M DKOHOMHYECKas
1enecoo0pasHOCTh OMIOPTYHUCTUYECKOTO CKPUHHMHTA BAPHAHTOB II0-
cienoBatensHocTH JIHK, KOTOpBIE pUBEOYT K pa3BUTHIO TSDKEINBIX 3a-
OorneBanuii B OymymieMm, ocoOeHHO mpu oOcnenoBanuu aereir» [40,
c. 223]. OtMeuast OTCYTCTBHE CIMHOM MO3HWIIMU TIO 3TOMY BOMPOCY
B paMKax MEXKIyHapOTHOI'O0 MeEIUKO-OMOIIOTHYECKOro COOOLIEeCTBa,
CTHEUATUCTHl MOTYEPKUBAIOT L€JIECO00Pa3HOCTh <IPOBEACHHS Mac-
MTAa0HBIX KIMHUYECKUX M JTHYECKHX HCCIEIOBAaHUH C AalbHEHIINM
(dbopMHpOBaHHEM PEKOMEHIALNHI 0 BBIIaY€ CIIyYailHBIX HAXOMOK, BbI-
SIBJICHHBIX TIpeHaTaidbHO» [41, c. 86]. Ha maHHOM jke dTame KOHCYIb-
TaHT BBIHY>KACH JeHCTBOBATh HA CBOM CTPaxX U PHUCK.
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PaccmorpenHbie mpoOaeMbl HYXOAIOTCS B CEpbe3HOM (uiiocod-
CKO-TIPAaBOBOM OCMBICIICHHUH, IOPHIU3ALNHN TOITY4YEHHBIX PE3yJIbTaToB,
WX KOHKPETU3AIlMH B paMKax JCHCTBYIOLIETO 3aKOHOATENbCTBA U CO-
OTBETCTBYIOLINX METOAUYECKUX pekoMeHaaunid. HeooOxonumo yiitu ot
HBIHEIIHETO TOJOXKEHUS e, KOrja «KOHCYJIbTHPYIOUIMH HepeIKo
BBIHY)KJCH NPUHUMATh CaMOCTOSTENbHBIC, €lle He anpoOHpOBaHHBIC
peuteHus» [42], pyKOBOACTBYSCH HE YETKUMHU O(PUIIUATIBHBIMU PEKO-
MEHJAIHUAMH, a COOCTBEHHOM TPAKTOBKOW MEAMIUHCKOrO MPUHIIMIIA
«HE HaBpeAW» MPUMEHHUTEIBHO K MAalUeHTy U OMO3TUYECKOTO IpHUH-
nuna 0aroessHus IO OTHOILICHUIO K WIGHAM €ro CeMbH.

Jpyroii cepbe3HbIi BBI30B, C KOTOPBIM CTaJIKMBAETCS ceiiuac reHe-
THYECKOE KOHCYIbTHpPOBaHHE B Poccuu, HOCHT OpraHU3alMOHHO-
npaBoBoii xapakrep. Peub mmer o0 ocTpoM KaapoBOM AedHUINTE B
970 cdepe: mo nanubM 3a 2019 1., B cTpane ObLI0 Bcero 557 Bpaueii-
TEHETHKOB (M3 HHUX 227 YeNOBeK — ATO Ja0OpaTOpHbIE reHeTuku) [43,
c. 11], xors 6a3oBast moTpeOHOCT, POCCHH, COrNTAaCHO PEKOMEHIAIUH
Royal College of Physicians (BemukoOputanusi), cocrapisier 900-
1700 TONMBKO TEHETUKOB-KOHCYIbTaHTOB [34]. 3a mcTekmmii mepuon
cUTyalusi B O0JIACTH KaJgpOBOro OOECTeYeHUs] T€HETHYECKOTO KOH-
CYJIETUPOBAaHUSI HE MOrja KapIUHAJIbHO M3MEHHUTHCS, MOCKOJBKY IO
CHX TIOP HE PEeLIeH BOIIPOC O BBEICHUU HOBOW CIIEMATBHOCTH T€HETH-
Ka-KoHCyJbTaHTa. /leso B ToM, uTO B Hacrosimee Bpems B Poccrn Bpau-
TCHETUK 3aHMMAETCS U KIMHUYECKOH paboToH, W KOHCYJIbTHPOBAHHEM.
Benenue xe crnenuanbHOCTH TeHETHKA-KOHCYIbTAaHTa, KOTOpasl, KCTaTy,
YK€ JaBHO CYILECTBYET BO MHOTHUX TEXHOJOTHYECKH Pa3BHTBIX CTpa-
HaX, TO3BOJIUT TPHUBIICYb K ATOW paboTe (pU COOTBETCTBYIOIIEH MPO-
(eccHOHANBHON TEPENOATOTOBKE) CIICHUAIUCTOB JIPYroro MpoQuIs.
B wactHoctH, o mHenuto C.U. Kynesa, peus morna Obl uaTu o 6uMo-
norax. C y4eroMm ocTpoThl MpoOIeMBbl [eJIeco00pa3Ho TaKKe MOIyMaTh
U O TPUBJICYCHUH KIIMHUYECKHUX IICUX0JI0roB. Tem Gonee 4To, Kak OTMe-
YaT 3apyOeKHBIC CICHUATUCTBI, 3aHUMAIOIINECS MOJrOTOBKOIM TeHe-
THUKOB-KOHCYJIBTAHTOB, CaMO€ TJIABHOE, YEMY OHHM y4aT CBOMX CTY/CH-
TOB, — 3TO YMEHHE CJIBIIIATE JIIOJEH, BUAETh U IOHUMATh UX TPOOJIEMBl,
OIUpasich MPU ATOM Ha OCMBICIICHUE CBOEH COOCTBEHHOM T'€HETHUECKOM
HUACHTUYIHOCTH, CBOETO XH3HEHHOTO OMbITA U T.1. [44, c. 45].

Ilpopunaxkmuxa zenemuueckux 3adoneeanuii. I'TaBHON LETBIO
TaKoOW MPO(UIAKTUKY SBISAETCS MPENOTBPALCHUE POXKICHUS OONBHBIX
nereil. O 0OJBIIOM 3HAYEHUHM T€HETHYECKOW MPOQHUIAKTHKH TOBOPUT
TOT (hakT, 9YTO 10 5% HOBOPOKAEHHBIX MMEIOT HACIEACTBEHHBIC MU
BpPOXKIIGHHbIC 3a00JIeBaHMs, TMOAABIISIONICE OOJBIIMHCTBO KOTOPBIX
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aBisiioTes opdanubiMu. [Ipu atom 40% paHHEl AEeTCKONH CMEPTHOCTH
00YCIIOBIIEHO HACJICACTBEHHBIMH 3a00JE€BaHUSAMH W BPOXKICHHBIMH
nopokamu pasurus [43, c. 13].

I'enernyeckas nmpomIakTUKa B 3HAUUTENFHON CTEMEHH BKIIIOYAET
B ce0si TeHETHYeCKYyl0 IMAarHOCTHKY W KOHCynbTHpoBaHHWe. [lokaza-
TENBHO, YTO HEKOTOPBIE aBTOPBI PACCMATPHBAIOT MEIUKO-TEHETUIECKOE
KOHCYJIBTUPOBaHHE Kak HauOosee 3(PQEKTUBHBIN BUA NMPOQHIAKTUKI
BO3HMKHOBEHHSI U PacIpOCTpaHEHHUS] BPOXKIACHHBIX U HACIEICTBEHHBIX
3aboneBanuii [45, c.5]. bonee Toro, HEKOTOpbIC aBTOPUTETHBIC I'eHE-
TUKW CUYMTAIOT, YTO B MEPCHEKTUBE YEIOBEUYECTBO BHIHYKICHO OyneT
OpUOErHYTh K TaKOMY CIIOCOOY TEHETHYEeCKOW MPOQHIAKTHKH, Kak
HacJIelyeMOe peJaKTHpPOBaHUE T'eHoMa. Tak, M0 MHEHHIO OJHOTO W3
nepBooTkpbiBaTeneil ctpyktypsl JJHK Jx. Yotcona, «unes renernde-
CKOTO yIy4YIlIeHHs], CKOpee BCero, OyneT MpUHITa UMEHHO Osiaromaps
ycuIusIM 1o poduiiakTuke 3adboneBanuiin» [46, c. 499].

[IpodunakTika Kak caMOCTOSITELHOE HAIIPABIICHUE IEATEIbHOCTH
B paMKax T€éHOMHOM MEIUIIUHBI, B KOTOPOM HanOoJee TTOIHO BhIpakeH
ee NPEAUKTUBHBINA MOTEHIINAJ, HAXOJUTCS HAa HadaJbHBIX 3Tarax CBO-
ero opmuposanus. [loaToMy ocoObIil MHTEpEC MPEACTABISAET U3yUe-
HUE BO3HHMKAIOIIMX HA MPAKTUKE HOBBIX OPraHW3alHOHHO-IIPABOBBIX
¢dopM ocymiecTBIeHUSI MPO(UIAKTUKA TEHETHYECKHX 3a00JeBaHUH,
TakuX, Hampumep, kak peanusyemas B Cankr-IlerepOypre memuxo-
comanbHas nporpamma «CepTuHUKaT MOJIOJOKEHOB», B PaMKaxX KO-
TOPOH MOJIOJOXEHBI MOJIY4aloT BO3MOXKHOCTh B TEUEHHE T'0fia MOCIe
peructpauuu Opaka NMPOUTH HEOOXOAWMOE CIIEHHAaTU3UPOBaHHOE 00-
cnenoBanue [43, c. 33]. B 3amagHbIX cTpaHax 3Ty HOBYIO HHIIY pBIHKA
aKTHBHO OCBaWMBaeT MOTPEOUTENBCKAsl TEHOMHKA, KOTOpasi MpelocTaB-
JISIeT KJIIMEHTaM BO3MOXKHOCTD ellle J0 3aKJII0YeHHUs1 Opaka ONpeaeInTh
BO3MOXKHBIE T€HETHUECKUE PUCKU sl uX Oynmymiero pebenka. [Ipen-
CTABUTENIb OFHOM W3 TAKUX YAaCTHBIX (PUPM, MOACTMPYIOIMX HA KOM-
MBIOTEPE TEHETHYECKUH CTaTyC «BUPTYaJbHOTO TOTOMCTBA», OLIEHUBAs
MEPCIEKTUBHI Pa3BUTHA JaHHOW (pOpMBI MPOPHUIAKTHKH, C YBEPEHHO-
CTBIO YTBEP)KAAET, YTO, MO €ro MHEHUIO, «B Oymymiem Joau OymyT
pa3MHOKaThCs 0e3 ceKca — ATO CIMIIKOM OMACHBIN ISl pa3MHOXKCHUS
Mmeroa» [46, c. 415].

I'ennan mepanusa. CornacHo @3 ot 21.11.2011 r. Ne 323-D3 «O06
OCHOBaX OXpaHbI 3JI0pOBbA Tpaxkaad B Poccuiickoit denepariuu», reH-
Has Tepanus OTHOCUTCA K BHJAM CICHHAIN3NPOBaHHON BHICOKOTEXHO-
JIOTUYHON MEAWIIUHCKON TOMOIIHM, OCHOBAaHHOM B TOM YHCIIEC HA TPH-
MEHEHHU KJIETOYHBIX TEXHOJIOTUH M METOAOB T€HHOW HHXCHEPHUH.
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COOTBETCTBEHHO, OCHOBHBIMUA HOPMAaTUBHBIMH aKTaMH, PETIaMeHTH-
PYIOLUIMMHU OTHOILICHUS B IaHHOHU cdepe, saBisrorcs O3 «O duomenu-
[UHCKUX KJICTOYHBIX MpoaykTax» U @3 «O rocyaapcTBEHHOM pery-
JUPOBAHUU B 00JIaCTH TEHHO-UHKEHEPHOU e TEIbHOCTH.

I'ennas Tepanms onpenensieTcsl B 3aKOHOIATENbCTBE KaK «COBOKYTI-
HOCTh T€HHO-MH)KCHEPHBIX (OMOTEXHOJIOTMYECKIX) U MEAUIIMHCKAX Me-
TOJOB, HalpaBJICHHBIX Ha BHECEHUE W3MEHEHMI B T'€HETHUECKHH armma-
paT cOMaTHYECKUX KJIETOK YelOBEKa B LENSAX JICUeHHUs 3a00neBaHuil»
[47, ct. 2]. OmHAaKO B MEAMIIMHCKOM JINTEPAType OOBIYHO MCIIONb3YIOT-
csl OlpeleNieHUs], B KOTOPBIX OTCYTCTBYET yKa3aHHE Ha OrpaHHYCHHE
reHOTepanuu MOAU(HKAIMEH JHUIIbL COMAaTHUYECKHX KIIETOK YelloBeKa
[48, c. 6]. lemo B TOM, 4TO Takoe OrpaHMYCHUE BBITEKACT HE U3 CYTH
MeTo/a, a U3 3ampera Ha HACIeAyeMYI0 MOTU(PHUKAIMIO 3aPOABILICBOI
JUHAW KJIETOK YeJOBEKa, 3aKpPeIyICHHOro B IIEJIOM psiie peKOMeH/a-
TENBHBIX MEKIYHAPOIHBIX aKTOB, OTHOCAIIMXCA K «MATKOMY IMPaBy»,
a Taxoke B Konsenuuu OBbenio.

OTOT MMIUTMLIMTHO COAEPKAIIMICS B ITaHHOM 3aKOHE 3amlper He
MOJYYNJI KOHKPETH3alKU U Pa3BUTHA B MOCIEAYIOMINX 3aKOHOAATENb-
HBIX aKTax. B Wrore cioxuiach npaBoBasi HEONPENEICHHOCT B BOIPO-
CE 0 TOM, JOMYCKAaEeT JIN POCCUICKOE 3aKOHOJATENBCTBO HACIENYEMOE
penaKkTHpoBaHUE reHoMa denoBeka. OTCyTCTBHE BHATHOTO IPABOBOTO
peryiaupoBaHusi OaHHOW c¢epbl OTHOIIEHHH CIPOBOLHPOBAIO B
2019 . ocTpyr0 AMCKYCCHIO B OMOMEIUIIMHCKOM COOOIIECTBE, MHHU-
UATOpOM KOTOPOM BBICTYNIJI TIPOPEKTOP IO HaydHOH pabore
PHUMY wuwm. [Tuporosa JI.B. PeOpukoB, 3asBUBIIMI O XETaHUU MO-
BTOPHUTH B YCOBEPLICHCTBOBAHHOM BH[E KHUTAHCKUI HKCIIEPUMEHT II0
POXKIEHHIO JIeTel ¢ OTpedaKTUPOBaHHBIM TeHoMoM. MTorom muckyc-
CHHM CTajla CTaThsl Psiia BEAYIIUX NPENCTaBUTENEH POCCHICKOTO CO00-
LIECTBA T'€HETWKOB, KIMHHULMCTOB W OMOATHKOB B >kypHane Nature,
OTBEpraromas BO3MOXHOCTh OCyIIecTBIeHHs B Poccun mooOHbIX re-
HETHYECKUX MaHHIYJSIIUE Ha 0003puMmyto mepcnektuBy [49, c. 596].
OpHako B MPaBOBOM IIOCKOCTH MPo0IeMa OCTaeTCsl HEpeIeHHOH.

B craTbe, moAroTOBIEHHOM HE TaK JaBHO STHMH XK€ CIIelHaicTa-
MU B Pa3BHTHE CBOEH Mo3uuuH, u3noxkeHHod B Nature, ormeuaercs,
YTO peNakTHPOBAaHUE 3apOJBIINIEBBIX KJIETOK YeJIOBEKa 4peBaTo 00-
LIMPHBIM CIIEKTPOM KaK YK€ U3BECTHBIX, TaK 1 BO3MOXHBIX OOOUHBIX
93¢ eKTOB, a TaKKe OTKPBIBAIOUIMMUCS TEPCIEKTUBAMH «AH3aiiHa
MIIaJICHIIEB», HECYIIUMH B ce0e cephe3HEHIIne COLMANbHBIE PUCKH.
OpHako, M0 MHEHUIO aBTOPOB, KIMHUYECKOE IPUMEHEHNE TEXHOIOTUI
TCHOMHOT'O PEJaKTHUPOBAHUS AMOPHOHOB YEIOBEKA IOTEHIIHAIBHO
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BO3MOXKHO B CHUTyalusX, korma «1) 3a0boieBaHHE IUIOXO IMOJIAETCS
KOPPEKLUHU CYMIECTBYIOIIUMHI METOIAMH JieueHHs 100 JIeueHne Jpes-
BBIYallHO JIOPOTO€; 2) HEBO3MOXKHO HCIIOIb30BaTh TPAAUIIMOHHBIN
noaxon OKO + III'J] anst otbopa “310poBBIX” IMOPHOHOB, TaK KaK BCe
aMOpHOHBI OynyT umerh Mytauuu» [50; 88]. Takum oOpa3om, aBTOPHI
HE MCKIIOYAIOT NPUHIMIIHAIBHYIO BO3MOKHOCTh BHEOPEHHS IAaHHOMN
TEXHOJIOTUU B KIMHUYECKYIO MPAKTUKY C YYETOM BCEX HEOOXOIMMBIX
OrpaHUYEHHH.

[logoOnas mo3uuMs BNUCHIBAaETCS B OOMIMH TpPEeHA Ha OTXOA OT
MEpBOHAYATIBHOIO KOHCEHCYCa IO MOBOAY 0OE30rOBOPOYHOrO 3aIpera
HacyienyeMol MOAU(HKAaLUU TeHOMa, KOTOPBIN SIBHO OOO3HAYMICS B
MO3ULUU MHPOBOTO 3KCIIEPTHOTO coobecTBa’. JlaHHas TeHIaeHLUs
00ycIoBiieHa IETIBIM PSIOM MOIIHBIX MO CBOEMY BO3JEHCTBUIO U 00B-
EKTHBHBIX IO CBoOei mpupone ¢gaxTopoB. B ux uucne, mpexae Bcero,
BBICOKHH YpOBEHb HAayYHOW, KOMMEPUYECKOW M MOJUTHYECKON KOHKY-
peHIuHu B 3TOM cdepe pa3BUTHA OMOTEXHOJOTHH, a TAKXKe Pa3HOHA-
MpaBJIeHHOE BIMSHUE HAa HAyYHBII 3TOC TTyOMHHBIX Pa3iUuni B penu-
THO3HBIX AHTPOMNOJOTUSAX, MPUCYIIUX Pa3HBIM THIAM LUBHIU3ALNH.
Ho nauGonee 3HauMMBIM (akTOpoM, OJIOKHPYIOUIMM BO3MOKHOCTD
MOJTHOTO 3ampeTa Ha MOAM(UKALMIO 3apOAbIILICBON JTHHHUU YETIOBEKA,
SBIISIETCSl MPOTUBOPEUME TAKOro 3allpeTa MpaBOBOMY MPUHIMITY (op-
MaJIbHOTO PaBEHCTBA, UCKITIOYAIOIIEMY BO3MOKHOCTh AUCKPUMHUHALINT
Joel B UX MpaBe Ha OXpaHy 3A0POBBs 0 OCHOBaHUIO 0COOEHHOCTEH
WX TeHeTHYecKoro craryca. C mo3uuuidi OCHOBAaHHOT'O Ha 3TOM MpPHUH-
LUIE MPaBOBOI'O MOJIXO0/a KAXKAbIM YelOBEK MMEET IPaBoO Ha OXpaHy
3JI0pOBbsI, HE3aBUCHMO OT TOr'0, Kakue MMEHHO (T.e. COMaTHYECKHE
WM TIOJIOBBIE) KJETKU €ro OpraHu3Ma HYXIAIOTCS B MOAM(DUKAINU
MOCPEACTBOM I'eHHOW MH)KEHEPHHU.

Xots Poccus ve momnucana Kousennuro OBbENO, 3aJI0KEHHOE B
€e OCHOBY CMEIICHHE NpaBa M MOpPAIHM CYIIECTBEHHO MOBIHIO Ha
poccHiickoe 3aKOHOATENbCTBO, PEryIUpYyIoIlee OTHOLICHUS B cdepe
CO3JaHMS W MPUMEHEHUs TeHOMHBIX TexHonorui. Hambonee narmsan-
HBIM 00pa3oM 3To mposiBisercss B cT. 1349 I'paxnmaHckoro koxaekca
P®, zampemaronield maTeHTOBaTh CIIOCOOBI MOAM(UKALNN TeHETHYe-
CKOM LIEJIOCTHOCTH KJIETOK 3apOJIbIIIEBOM JIMHUM denoBeka. C JaHHBIM

! Toukoit orcuera Hauama CEPBE3HBIX PA3HOTTIACHH BHYTPH JKCIIEPTHOTO COO00-
IIeCTBA cUUTaeTCss MeXIyHapOqHBIN CAaMMHUT II0 PeaKTHPOBAHHIO TEHOMA YEI0BEKa,
npoxoauBinit B l'oHkonre 27-29 HosOps 2018 r., T.e. MOYTH cpa3y Mocie MOSBICHHS
HOBOCTH O pokaeHnH B Kurae 6nm3HEoB ¢ MOAH(UIIMPOBAHHBIM T€HOMOM.

122



3aMpeToM KOPpPECTIOHANPYET IPYroe MOJIOKEHUE ITON CTaThH, COTac-
HO KOTOpPOMY 0OBEKTaMH ITaTEHTHBIX MPaB HE MOTYT OBITh PE3yNbTaThI
WHTEIJICKTYaJIbHON ESTEIBHOCTH, €CIIM OHHU «IIPOTHBOpPEYaT 0OLIecT-
BEHHBIM MHTEpecaM, MPHHIMIIAM TYMaHHOCTH U Mopaim» [51].

Ota GopMyTUpOBKa KOAEKCa BOCXOAMT K MOJNOXKEHHsIM cT. 6 [lu-
pektuBbl EC ot 6 urons 1998 r. N 98/44 «O mpaBoBoii oxpaHe OHO-
TEXHOJOTMYECKUX M300pETeHH», HO 3BYUUT Oolee KecTKo: B Jlupek-
THBE 3alpeT Ha MaTEHTOBAaHHE MPOLIECCOB MOIU(PUKALMN 3aPOIBILICBON
JMHHAW BBITEKAET U3 MOJIOXKEHUS O TOM, YTO «U300pETEHUsS] CUUTAIOTCS
HEMaTeHTOCIIOCOOHBIMH, €CITH UX KOMMEpPUYECKOE MCIOIb30BaHUE MPO-
TUBOPEUUT MyOIMYHOMY TOPSAAKY win Mopanu» [52]. Oxnako B Ha-
IIeM TPaKJaHCKOM KOJAEKCE aHaJIOTHYHBIN 3ampeT He 00yCIOBIEH HU
KOMMEPYECKHM HCITIOJIb30BaHHEM TaKHX H300pereHuii, HU TpeOoBa-
HUSMU TYMaHHOCTH U MOpaJId, 4TO HE OCTaBJIIE€T HUKAKOro MpocTopa
JUIS UHTEPIpPETALUU AaHHOM HOPMBI B IpOILIECCE MPaBONPUMEHEHUS.
Takum 00pa3oM, B BONPOCE 3aLIUThl HHTEIIEKTYaIbHONH COOCTBEHHO-
CTH Ha TEXHOJOT'MU T'€HOMHOI'O PEAAKTHPOBAHMS MBI UAEM IO IyTH
CaMBIX KECTKUX OTPaHMUYEHMI Mo cpaBHeHMIO He Toibko ¢ CIIA, Ku-
TaeM u BenukoOpuTaHuel, HO u co cTpaHaMu EBporielickoro corosa.
JaHHbIN TOAX0A, OIOKUPYIOMIMI NPU3HAHNE HAYYHOTO MPUOPUTETA B
pa3paboTKe MepCIeKTUBHBIX TEXHOJIOTHH, MPEACTaBIseTcsd KaKk MUHH-
MyM HeNAIbHOBHAHBIM. BbUIO OBI II€NIeco00pa3HO BBECTH OTCYTCT-
BYIOIIIE celdyac B POCCHMCKOM 3aKOHOIATENhCTBE OTpaHUYEHHUS Ha
MoAU(UKALUK TeHOMa 3apOJBIIIEBOH JMHUM YEIOBEKa B PEIMpPOAYK-
TUBHBIX LIENAX, CHSAB TPH 3TOM 3allpeT Ha MaTeHTOBAaHME TEXHOJIOTUH
Tako MoauQUKanuu.

Bo1600v1. PazBuTiie TEHOMHOM MEIMLIMHBI HY>KIAETCS BO BCECTO-
POHHEM MPaBOBOM 00ECTICUEHHY, KOTOPOE BIIoYaino Ol pumocodceko-
MPaBOBOE OCMBICIICHHE TIPOOJIEM, CBSI3aHHBIX C IIOMCKOM ONTHMAaIbHOTO
COOTHOUICHUS MPABOBBIX, MOPAIBLHBIX H PEIUTHO3HBIX PETYIATOPOB B
JaHHOW c(epe OTHOLICHWH; COLMANbHO-IPABOBOM aHaIM3 BO3MOXHO-
CTEW M PHUCKOB NEPEX0/a K MOJEIN NEPCOHATM3UPOBAHHON MEANIIUHEI,
IOPUIIUKO-TIOTMAaTHIECKYI0 TPOpabOTKy COOTBETCTBYIOLIETO HOpMa-
TUBHOI'O MaTepuasa Ha ypoBHE (eepaJbHBIX 3aKOHOB, HAIISKALIYIO
KOHKPETU3alMI0 3aKOHOJATENbCTBA B IOJ3aKOHHBIX HOPMAaTHUBHBIX
aKTax.

CuCTeMHYIO LEOCTHOCTh BCEH ATOM MHOTOACIEKTHOH pabote
MOXET MpPUIATh JHIIL OPUEHTALUs Ha Oojiee MOJIHOE HCIONb30BaHUE
npaBoBoro noreniuana Koncrurymun PO, uto mo3Bonut: 1) KoHKpe-
TU3UPOBATh MPUMEHHUTENBHO K CTPATErWy Pa3BUTHA F€HOMHOW Meau-
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IUHBI TTOJIOKEHHUE CT. 7 O COIMATIBHOM XapaKTepe POCCHHUCKOTO TOCy-
napcTBa; 2) n3bexaTh MOPANTbHO-PEIMTHO3HON HHTEPIPETAINN Psiia
MEXKTyHAPOHBIX HOPM KMSITKOTO TpaBa» M HAIOJHUTH MX IMPABOBBIM
cMbIciioM (pedb HAET O TOM, YTOOBI BBECTH MPEAMUCHIBACMBIC HMHU
OTPaHWYCHUS B PaMKU IOPUAMYECKONH KOHCTPYKIMHU 4. 3 CT. 55, co-
TJIACHO KOTOPOW IpaBa M CBOOOIBI YEJIOBEKA M TPaKJaHUHA MOTYT
OBITh OTPAaHUYCHBI 3aKOHOM B TOW Mepe, B KaKoW 3TO HEOOXOIUMO B
LIENISAX 3alUTHI TAKUX [IEHHOCTEH o0mero Onara, Kak HpaBCTBEHHOCTh
U 3[I0POBbE HaCeNeHHUs); 3) HATH ONTUMAJILHBIN OaTaHC MEOKIY Mpa-
BaMH YeJIOBEKA Ha JKU3HbB, JOCTOMHCTBO M OXpaHy 37I0POBbs, C OTHOMN
CTOPOHBI, U CBOOOZON HAyYHO-TEXHHYECKOTO TBOPUYECTBA — C JIPYTOMH,
WCXOJS U3 MPUHIUNA POPMAaTFHOTO PAaBEHCTBA MTPaB, 3aKPETUICHHOTO B
4, 3cr. 17.

Ha »T0oli OCHOBE HEOOXOIMMO TMPEOJOJETh CYIICCTBYIONIIYIO Ha
JAHHBI MOMEHT TPaBOBYIO pa3pO0ICHHOCTh B PErYIUPOBAHUUA OTHO-
meHudt B cepe TCHOMHON MEIWIIMHEL, BOCIOIHHUTH CYIIECTBYIOIIHE
3]IeCh 3aKOHOJIATENLHBIC MPOOEINBI, CHATh MIPOTHBOPEUUS U YBS3aTh B
CUCTEMHBII KOMILIEKC BCE 3aKOHOAATENBCTBO B AaHHOH cepe. B cre-
T€ TaKWX 3a7a4 B IOPHIUYECKON JIMTEpaType B HACTOSAIIUN MOMEHT
MpeJyIaraeTcs MPUHATHE Pa3IUYHBIX HOPMATHUBHBIX aKTOB, TIPEIAMETHI
peryIupoBaHus KOTOPBIX 3a4acTyio mepecekarorcs. OQHaKo MOCKOIb-
Ky Ha JJaHHOM 3Talle OTCYTCTBYET OOIIEeNpU3HAHHAS KOHIICIIUS pa3-
BUTHS 3aKOHOJATEIbCTBA B 00JaCTH T€HOMHOM MEIUIIMHBI, OCHOBHEIE
YCHWIIUS CIICIUAIIMCTOB IIeJIecO00pa3HO HANpaBUTh Ha €€ pa3paboTKy.
Jro mnoTpedyeT HalaXUBaHUS KOHCTPYKTUBHOTO B3aWMOJICHCTBUS
FOPUCTOB U TCHETHUKOB.
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M.H. MaJjenna

IOPUINYECKOE IIOHUMAHMUE
T'EHOMHOM MEJIAUITAHBI

Annomayus. OOGOCHOBBIBACTCS BBIJIETICHUE BHYTPH 3PABOOXPAHUTENBHOrO IIpaBa
0co00l momoTpacii — mpaBa TeHOMHOW MenuimHBL. Kak cucrema mpaBo T€HOMHOM
MEIUIUHBI COCTOUT U3 00mmel 1 ocoOeHHoil yacteil. OOmas 9acTs BKIIOYAET TOIKO-
BaHHNE OCHOBHBIX IIOHSTHI; 0003HaueHHE cephl MPUMEHEHHs 3aKOHOIATENbCTBA Te-
HOMHOH MEIWIMHBI, (JOPMHUPOBAHIE MPABOBBIX MIPUHIUIIOB, IPUMEHSIEMBIX IIPH IPO-
OeTBPHOCTH 3aKOHO/ATENIECTBA; YCTAHOBJICHHE TPEOOBAaHMH K CyOBEKTaM, ICHCTBYIOIINM
B TEHOMHOH MeIUIMHE, W K CaMOH IeATeIbHOCTH; pa3pabOTKy HMpPaBOBOTO PEXXHMa
reHoMHOH mHpopManuu. OcoOeHHas 4acTh CTPOUTCS IO OCHOBHBIM HAIPABICHUSIM
MIPUMEHEHNS] TeHOMHBIX TexHosoruii. Onpenenenne I0pUANIEeCKUX KOHTYPOB T'€HOM-
HOIM MEAWIMHBI 03HaYaeT 0OOCHOBAHUE U Pa3pabOTKy CIIEIHAIBLHOTO IPABOBOTO PETy-
JUPOBAHNS, IOCTAHOBKY aKTYalIbHBIX IPOOJIEM H IIPABOBBIE CIIOCOOBI X PEIICHHS.

Kniouesvie crosa: TeHOMHAs! MEINIINHA, 3APABOOXPAHUTEIFHOE [IPABO, TEHOMHEIS
TEXHOJIOTHH, IIPAaBO TeHOMHOH MEIHIIHBI.

1. B ropunguueckoil auTepatype B MOCIEAHEe BpeMsl JTOCTATOUYHO
LIMPOKO CTal HMCIOJIb30BAThCS TEPMHUH «T'CHOMHAs MEIUIHMHA» 0e3
YETKOH OLIEHKU CTPYKTYPHI M Kpyra OTHOLICHHH, 00BbeTMHEHHBIX 3TUM
TepMUHOM. [ eHOMHasi MeTUIIMHA — 3TO 001aCTh MEULIMHEI, B KOTOPOI
WCTIOJIB3YIOTCS TeHOMHBIC TeXHOJOruu. [loHsATHE TeHOMHON TEXHOIO-
ruyd ObUIO JaHO B HAYYHO-TEXHHUYECKOW mporpamMme COrO3HOTO rocy-
napctBa «Pa3paboTka MHHOBALIMOHHBIX TeHOreorpauyeckux M re-
HOMHBIX TEXHOJIOTHH HWACHTH()HUKALNN JUYHOCTH M HHIUBHIYyaTbHBIX
OCOOCHHOCTEH YenoBeKa Ha OCHOBE M3Yy4eHHS TeHO(OHIIOB PETHOHOB
Corosnoro rocyaapctsa («JIHK-unentudukanusa»)» (npuHsaTa mocra-
HoBneHneM Ne 26 Cosera munuctpoB Coro3Horo rocynapctsa 16.06.
2017 r.). I'eHOMHOW TEXHOJIOTHEH NPUHATO CYHUTATH COBOKYITHOCTH
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METOI0B M HHCTPYMEHTOB aHajM3a BCErO0 TI'€HOMa 4YelloBeKa WU
oonpioro uncia JJHK-mapkepoB, pacnpeneneHHBIX 10 TEHOMY, € HO-
MUHAJIBHBIM KayeCTBOM M ONTHMAaJbHBIMH 3aTpaTaMH, OOyCIOBIJIEH-
HBIMHU TEKYIIM YPOBHEM Pa3BUTHsI HAYKU M TEXHHUKH.

B cBoro ouepenp, coMoryMaHuTapHble KOHTYPBl TeHOMHOM MeIu-
OUHBl HAMHA TIOHUMAIOTCSl KaK TPAaHULBI WCIOJB30BAHHUS TE€HOMHBIX
TEXHOJIOTUH, yCTaHOBJIEHHBIE IOCPEACTBOM IpaBHJI, pa3pabOTaHHBIX
MPEACTaBUTENAMU OUOJOTHH, 3APAaBOOXPAHEHUS, TICUXOJIOTHHU, (HIIO-
coduH, COMONOTHH, IpaBa. B naeane ST KOHTYpHI-TIpaBuiia JOMKHEI
MPEAOCTABIATh BUACHHE TCHOMHON MEIHIIUHEI, HE coAepKaliee MPOTH-
BOpEUMiA, OHAKO IOKA €Il HEeT eJUHCTBA MHCHHM y YUEHBIX Ka)KIOH
W3 TYMaHUTapHBIX HayK.

IOpuanyeckoe moHMMaHHE TEHOMHOW MEIWIIMHBI O3HA4aeT o0oc-
HOBaHME W pPa3pabOTKy CIENHaJLHOrO MNPAaBOBOTO PEryIHPOBAHUS
BHYTPH 3APaBOOXPAHHUTEIHFHOTO MPaBa, OCTAHOBKY aKTyaJlbHBIX MPO-
OJ1eM 1 TIOMCK MIPaBOBBIX CIIOCOOOB MX PEILICHUS.

31paBoOXpaHHUTENBFHOE MPAaBO — 3TO KOMIUIEKCHAsI OTPacib 3aKO0-
HOJATENIbCTBA, MPEACTABIISIOMIAs CHCTEMY HOPMAaTHBHBIX aKTOB U OT-
JEeTBHBIX HOPM, PErYJIMPYIOMINX OpraHU3allOHHbIEe, UMYIICCTBCHHBIE,
JUYHBIE HEMMYIECTBEHHBIC OTHOLICHUS, BO3HMKAIOUINE B CBS3U C
yhnpaBieHHeM B cdepe 3ApaBOOXpaHEHHWs, OKa3aHWeM Je4deOHo-
NpOopUIAKTHYECKOM IOMOIIM, OCYIIECTBJICHHEM JIEKapCTBEHHOTO
obecriedeHs, TPOBEACHNEM MEIUKO-peaOMINTAIIHOHHBIX, CAHUTAPHO-
STMHUIEMUOJIOTHYECKUX MEpONPHUITUH, CyneOHO-MEAUIIMHCKON nes-
TENBHOCTH, PabOT MO AKCHEPTHU3E W MATOIOTOaHATOMHUYECKHX DPadoT
[1, c. 10]. BuyTpu 3apaBOOXpaHUTENBEHOTO MIPpaBa aKTUBHO (HOPMUPY-
ercsl MONOTPACib «IIPaBO F€HOMHOW MEOUIMHBI», KOTOpas, Ha Hall
B3MJIA, TOJDKHA COCTOSITh U3 00IIei 1 0cOOECHHOH YacTel.

2. OOmas dYacTh MOAOTPACIM <IIPaBO TCHOMHOW MEIUIIUHBI»
BKJIIOYAET: TOJKOBAaHME OCHOBHBIX MOHSATHH; YTOUHEHHE cepbl MmpH-
MEHEHHSI 3aKOHOJATEIbCTBA T€HOMHOM MEIUIMHBI, (HOpMHpOBaHUE
MPaBOBBIX MPUHIMIIOB, MPUMEHSIEMBIX MPHU MPOOETBFHOCTH 3aKOHOJA-
TENBCTBA; YCTAHOBJICHHE TPEOOBAaHUI K CyObeKTaM, ACHCTBYIOIIUM B
TeHOMHOW MEIUIMHE, U K CaMOH JeATeNbHOCTH, PAaBOBOW PEXKUM re-
HOMHOW MH(OPMAIHH.

LenTpanbHBIM 3aKOHOM B 00JaCTH MPUMEHEHHsS] TEHOMHBIX TeX-
Hojoruii sBisiercss Penepanbupiii 3akoH oT 05.07.1996 1. Ne 86-D3
«O TOCYAapCTBEHHOM PEryJHUpOBaHUU B O0JIACTH T€HHO-MH>KECHEPHOM
JeATebHOCTH». B 3TOM 3aKoHE pacKphIBAIOTCS TaKWe MOHATHS, Kak
«TeHHAsl Tepamus», <reHHO-MH)KEHEPHO-MOAU(PHUIMPOBAaHHBIA oOpra-
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HHU3M», TCHOIUArHOCTUKa» U JAp. (CT. 2), a TaKKe MPUHLMIBI TCHHO-
WHKEHEPHOU JesTenbHOCTH (CT. 5), TpeOoBaHMs K JHIAM, KOTOpBIC
OCYILIECTBIISFOT TeHHO-UHKCHEPHYIO ACSITENBHOCTH (CT. 8), K camoit nies-
tensHOCTH (cT. 6, 11). OmHako MOAOOHBIX HOPM SIBHO HETOCTATOYHO.
Poccwuiickue 10pucThI penyiarany NpuHsITHE 3aKOHA O TOCYIaPCTBEHHOM
PETYIMPOBAHNH TEHHO-UHXECHEPHOH JeATeIbHOCTH, 00BEKTOM KOTOpOH
BeIcTynaer 4denoBek [2, c. 101]. Ho crpemurensHO pa3pacraroniascs
YacTh CIEHUaTbHBIX HOPM O TEHOMHON MEAMLIMHE CTaBUT IO COMHeE-
HHUE TONBITKH COSITUHHUTH BCE MPABOBOE PEryIMPOBaHUE MPUMEHEHUS
TCHOMHBIX TEXHOJIOTUH B OHOM 3aKoHE. BO3MOXXHBIN BapHaHT pa3BU-
THSl 3aKOHOJATENLCTBA — MOMECTUTh HEOOXOJUMBIE HOPMBI OOIIEro
XapakTepa B oTaenbHyIo riaBy denepanpHoro 3akoHa ot 21.11.2011 r.
Ne 323-®3 «O6 ocHOBax OXpaHBI 3I0pOBBSI rpaxkaaH B Poccuiickoit
®enepaunn». [Ipu 3ToM 3aK0H «O TOCYAapPCTBEHHOM PEryIHPOBAHUHU
B 00JIACTH T€HHO-MHXCHEPHOW AEATENBHOCTH» MOT OBl periiaMeHTH-
pOBaTh MHBIC OTHOLICHUS 1O TEHHO-WH)XEHEPHOU IEATETbHOCTH BHE
CBSI3H C MEIUIIHHOM.

Brutn Taxoke npemioskeH s 0 CO3aHuy CIeHaIbHOro 3aKOHa, T10-
CBSILIICHHOTO PEXHMY IeHOMHO# mH(popmarmu [3, c. 116]. Tlonaraem,
YTO BpSA JIM LENEeCO00pa3sHO NPHUHATHE 3aKOHOB MO KaXAOMY BHIY
3HaYMMON WHGpopManuu. B HacTosmiee BpeMs mpaBujia O TEHOMHOM
nH(pOPMAaLIUK YKe ToANanaloT moa aeiicteue deaepanbHOro 3aKoHa OT
27.07.2006 r. Ne 152-@3 «O mepcoHalbHBIX TaHHBIX». B oTcyTCcTBHE
000CHOBaHHOHN eIMHON OOIIeH YacTH MpaBa TCHOMHOW MEIUITUHBI
1enecoodpa3Ho HCIONB30BATh TAKXKE MEXKIyHapOJHbIE KOHBEHLUH, B
KOTOpBIX IpuHUMana ydactue Poccuiickas @enepauus, — Beeoburyto
JEKJIapalMio O TEHOME 4YellOBeKa W TpaBaxX uYeloBeka (MpuHsTa
11.11.1997 r. na 29-i1 ceccuu I'enepannhoit kondepennmn KOHECKO),
MexayHapoaHylo ICKJIapalfio O TeHEeTHYECKUX IaHHBIX YelloBeKa
(mpunsita Pesomoneit ['enepanbhoii koHpepenuumn KOHECKO mo
noknany Komuccun |11 va 20-m nnenaprom 3acenannu 16.10.2003 r.).

IIpobnemvl pazeumus obujetl yacmu NOOOMPACIU KNPABO 2eHOMHOU
Meouyuns». 000CHOBAaHHE KOMIIEKCHOTO XapaKTepa 3aKOHOAATENbCTBA
0 TeHOMHOW MenuiuHe; GOpMHUPOBAaHHE OCHOBHBIX Ie(UHHULUI HpaBa
TeHOMHOW MEAWIMHBI C YIETOM HOBBIX OTKPBITHH W MHEHHH crienua-
JICTOB Pa3HBIX o0yacTeil 3HaHWHU, ONpeneNeHre MPaBOBOIO pEKUMa
TeHOMHOW HMH(OpMAalMH KaK BHAa OMOMETPUYECKUX MEPCOHANBHBIX
JaHHBIX; OLIEHKAa CTENEeHH HEOOXOJMMOCTH T€HOMHOTO MacrhopTa Kak
MEAUIIMHCKOTO TOKYMEHTa, 00CYyXIeHHE MPUHLIUIA PABEHCTBA IPak-
JlaH HE3aBHCHUMO OT T'€HETHYECKMX 0COOCHHOCTEH M MPUHIIMIIA 3aIUThI
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TeHETHYECKOM MH(OPMAINH KaKJOro Tpa’kAaHWHA KaK 4acTH Iepco-
HaJBHBIX AAHHBIX; MEPHI 10 00ecTieueHnIo Oananca HHTEpecoB paboTo-
JaTeNneil U CTPaXOBIIMKOB, C OJJHOH CTOPOHBI, M PAOOTHHKOB (CTpaxoBa-
TeJel) — ¢ APYTOil.

3. OcobeHHasi 4yacTb MOAOTPACIH «IIPABO TEHOMHOH MEAWIMHBI»
CKJIAZIBIBACTCSl [0 OCHOBHBIM HANpaBJICHUSIM IPUMEHEHUSI TEHOMHBIX
TEXHOJIOTUH.

OcobeHHast 4acTh MOAOTPACIH «IIPAaBO T€HOMHBIX TEXHOJIOTHI»
00beUHSACT MHCTUTYTBHI, KOTOPBIE PEryJUPYIOT OTHOLICHHS B Clle-
IYIOIIUX IIpoleccax:

— TPOBEICHUU TEHOMHOI'0 TECTUPOBAHHS (IMAarHOCTHUKH), B TOM
qrciie IpeHaTanbHON FTeHOMHON AUAarHOCTHKH,

— OCYIIECTBIICHUH T€HOMHOH DKCIIEPTHU3HI;

— 00s3aTenbHON M T0OPOBOJILHON TEHOMHOM perucTpalmny,

— OKa3aHHUHM yCIIYT TEHHOH Tepanum;

— XpaHEHUU U UCCICAOBAaHMH OHONOTMYECKHX 00pa3loB YeIoBeKa
B OMO0aHKaXx;

— MPOBEACHUH KIIMHUYECKUX MCCIICAOBAHHI T€HOTEPaeBTHIECKUX
JIEKapCTBEHHBIX MIPENapaToB,

— KJIOHHUPOBaHHUH YEIOBEKa,;

— MPEUMIUIaHTAlMOHHON TeHETHYEeCKOW JUarHOCTHKE, MPEeNoCTaB-
JICHUW TeHETHYECKOro MaTepuaia AJsl poKIeHusl peOeHKa ¢ MpuMeHe-
HUEM BCIIOMOTaTEIbHBIX PENPOAYKTUBHBIX TEXHOIOTHH.

[lepedeHs 5THX HampaBlieHUH HE SBJISIETCSI MCUEPIBIBAIOIINM, Ha-
MPOTUB, OH OyJeT PacIIuPATHCS.

VYkakeM Kpyr HOPMaTHBHBIX aKTOB, PETJIAMEHTUPYIOIIUX OTAETb-
HBIC HAaNPaBJIEHUS] TEHOMHON MEAWIUHBI, U CHOPMYTUPYEM OCHOBHBIE
MPaBOBBIE MTPOOIEMBI ISl KQXKJOI'O HAIIPAaBIICHUSI.

B 06s1acTH reHOIMATrHOCTHKY HCTIONB3YI0oTCS: [opsAnok oka3zaHus
MEIMIUHCKOH TTOMOIIM OOJBHBIM C BPOXIICHHBIMU U (MJIM) HACIIEACT-
BEHHBIMH 3a0oneBaHusiMu; [IpaBuia opraHu3anuu AEATEIBHOCTH Me-
JMKO-TEHETHYECKOM KOHCynbTanuu (ueHTpa) (00a akra yTBEp KICHBI
npuka3zoM Munzapasa Poccum ot 15.11.2012 . Ne 9171 «O6 yTBeEp-
xneanu [lopsiaka okazaHUsI MEAMLIMHCKON OMOIIH OOJBHBIM C BPOXK-
JNCHHBIMH W (WJIM) HACJIEACTBCHHBIMU 3a00JICBAHHSIMUY»); MUCHMO
Mumn3znpasa Poccun ot 04.12.2018 r. Ne 15-4/10/2-7839 «O namnpase-
HUM KJIMHUYECKUX pekoMeHnanuii “VcKkyccTBeHHOE mpepbiBaHue Oepe-
MEHHOCTH Ha TMO3AHUX CPOKax M0 METUIMHCKAM ITOKa3aTessM NP Ha-
JIMYMY aHOMAJIMI pa3BUTHA II0fa” ». B HEKOTOPBIX CTpaHaxX HA YpOBHE
3aKOHA OBUTH YCTAHOBJICHBI PABUJIa OCYLIECTBIICHNS TEHOAUArHOCTUKHI
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KaK B MEAMLMHCKHUX, TaK MU B MHBIX LENsAX, HarpuMmep 3akoH «O reHe-
THYECKUX HCclIenoBaHusax 4deaoBeka» or 31.07.2009 r. 8 ®PI, 3akon
«O TeHeTHYeCKHX HCCIeNoBaHUsAX uenmoBeka» or 15.07.2018r.
B llIBelinapun.

IIpobremvr nposedenus cenomno2o mecmupoganus (OUASHOCIUKL),
6 TMOM YUCIe NPEeHAMANbHOU 2eHOMHOU OUASHOCTMUKU. BaXXHOCTb Te-
HOMHOT'O TECTUPOBAHHS MAJsl TOBBIMIEHUS YPOBHSA OOLIECTBEHHOTO
3I0POBBSI HACEJICHUsI U HEKEIaHWE KOHKPETHOTO MalWeHTa BOCIONb-
30BaThCsl CBOMM IPAaBOM MPOUTH T'€HETUYECKOE TECTUPOBAHUE; PACIIO-
psDKEHHE pe3yibTaTaMH TeHOMHOTO TECTUPOBAHHS, 3aTparHuBarOIIMU
TEHOMHBIN CTaTyC ONMIKAHIINX POIACTBEHHHUKOB, 0€3 MX COrJIACHS; BbI-
SIBJICHUE UMEIOILEHCS Y TECTUPYEMOT0 Pa3HOil CTeleH! Mpeapacioo-
KEHHOCTH K 3a00JIeBaHUIO M NPUMEHEHHE MPEBEHTHUBHON XUPYPTUH,
PHUCK HETaTHBHBIX MOCIEJCTBUN MpPU MHBA3WBHOW T'€HOMHOW JHArHO-
CTHKE U OTBETCTBEHHOCTh MEIWIIMHCKOr0 pabOTHHKA, TEHOMHAS IIU-
arHOCTHKa peOeHKa B LEJIIX JICUCHUSI Ha OCHOBAHWH BBIPasKEHHUS COTJIa-
CHsI 3aKOHHOTO TIPEJCTaBUTENS U OTPULIATENIFHOE OTHOIICHUE K TAKOMY
TECTUPOBAHHIO PeOEHKa MOCIE TOCTIKEHUS UM COBEPIICHHOJIETHSI.

B cdepe npousBoacTBa reHOMHOM IKCIIEPTU3BI UCITONIB3YIOTCS:
®denepanbabiit 3akoH 0T 31.05.2001 1. Ne 73-®3 «O rocynapcTBeHHON
CyaeOHO-dKCIIepTHO AesTenbHOCTH B Poccutickoit denepanum»; npu-
ka3 Munzapaecorpazsutus PO or 12.05.2010 r. No 346n «OO0 yrBep-
xnenun [lopsiika opraHu3alMy U MPOU3BOACTBA CyAeOHO-MEINIIMHCKIX
9KCIEPTH3 B TOCYNAPCTBEHHBIX CyNeOHO-DKCIIEPTHBIX YUPEKICHUAX
Poccuiickoit ®enepanmm». [Ipukazom Poccranmapra or 12.12.2016 1.
Ne 2009-ct 6bin yTBepkneH u BeeneH B neiictBue «I'OCT P 57343-
2016. Harmonanwueni cranmapt Poccuiickoii ®eneparmu. CyneOHast
MOJIEKYJISIPHO-TEHETHYECKasl dKCIepTH3a. TepMUHBI W ONpeaereHus,
HO J@aHHBINA aKT COAEPKUT UCKITIOUNTENBHO Ae)UHULIH.

Ilpobremvr cenomHOU 3KCcnepmu3bl. BBIIBICHUE MecCTa CyneOHO-
TEHETHYECKOM JKCTEPTU3bl B KIacCUPHUKALUU CyACOHBIX JKCIIEPTH3;
CTaHAApTH3aLUsl CyAeOHO-IKCIIEPTHON NeATelbHOCTH; OLEHKa BBHIBO-
JIOB 3aKJIIOUEHH DKCIIEpTa CYJOM C TOUKH 3PEHHSI TOCTaTOYHOCTH JJIst
0ecCIopHOTro 10Ka3aTeNnbCcTBa AajbHEH CTEIEHH POJACTBA; MOJyYeHHE
JOKHBIX JHOO OTPHLATENBHBIX PE3YJIHTATOB T'CHOTHIHPOBAHUS Kak
CIIEICTBHE OIIMOKH JKclepTa B BbIOOpe OMoMarepuaia, HElpaBHIIb-
HOM €T0 B3SITUU MJIM XpaHEHUH.

B o0siactn reHomMHON permcTpanmum ucnonsdytorcs: denepainb-
Heii 3akoH oT 03.12.2008 1. Ne 242-03 «O rocynapcTBEHHOH T'€HOM-
HOM peructpanuu B Poccuiickoii @enepanun»; nocraHosineHue Ilpa-
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ButenbcTBa PO or 11.10.2011 r. Ne 828 «O6 yrBepxnenun [lonoxe-
HUSl O TIOPSIIKE MPOBENEHUS O0S3aTENbHON ToCyNapCTBEHHOW T'€HOM-
HOW PErucTpalyy JHL, OCY>KJCHHBIX 1 OTOBIBAIOIIMX HAKa3aHUE B BHIIE
JIUILIEHUST CBOOOABI».

IIpobnemvl eenommotl pecucmpayuu’: OTCYTCTBHE MOJEIH JOr0BOpa
0 TIPOBEICHUHU JTOOPOBOIBHOM TOCYJapCTBEHHON TEHOMHON perucrpa-
MU ¥ IPOBO3IMIAIIEHHE T0OPOBOIBHOCTH PETHCTPALMK; 000CHOBaHUE
W 3aKpemjieHue NpaB TpakIaHWHA, CHABIIErO AJS TOCYAapCTBEHHOM
perucTpalry TeHeTHYECKHd MaTepuai; KadyeCTBO PErucTpaliy B OT-
CYTCTBHE €AMHOTO POCCHICKOTrO CTaHIapTa TCHETHYECKUX MapKepoB,
npu u3MeHeHnu u pacmmpenunn nasenn JHK-nokycos npu ycnoBum
JUIMTENBHOTO XpaHeHus: paHee uccienoBanHoro JHK-comepixkatuero
OMONIOrMYECKOro MaTepHala, BceoOlas TeHOMHas PErucTpanus Kak
CPEACTBO TOHMCKA MPECTYIMHUKOB MM KaK CIOCO0 HapyLIeHUs IpaB
YeIoBeKa.

B o6snacTu reHHoil Tepanmmm ucnone3yercd npukaz MuH3gpasa
Poccun ot 24.04.2018 r. Ne 186 «OO6 yrBepxkaeann Konrenmuu mpe-
IOUKTUBHOM, TPEBEHTHBHONM W TEPCOHANM3UPOBAHHONH MEIUIIMHBIY.
B 3akone «O rocygapcTBEHHOM pErylIHpPOBaHHHM B 00JacTH TE€HHO-
MH)KCHEPHOH JIeSITeIbHOCTU» aeTcsl MOHATHE TeHHOM Tepanuu (CT. 2),
YCTaHOBJICHBI MPUHIMIBI T€HHO-MHXEHEPHOU AesTenbHOCTH (CT. 5),
TpeOOBaHUS K JIMIaM, KOTOpPBIE OCYIIECTBIISIOT T'€HHO-MHYKEHEPHYIO
nestenbHOCTh (cT. 8), m ap. Ho orcyTcTByrOT yTBepkIacHHbIE MHuH-
3npaBoM Poccun mopsmok okazaHWS MEAMLIMHCKON MOMOLIH, CTaHAap-
Thl MEJULIMHCKON TTOMOILM C YYE€TOM OCOOECHHOCTEH MPUMEHEHUs I'eH-
HOM Tepamnuu.

IIpobnemvr okazanus ycnye 2eHHOU mepanui. TOMCK 3aKOHHBIX UC-
TOYHHMKOB (PMHAHCUPOBAHUS IJISl OTUIATHI TTOKAa3aHHBIX MEPCOHUPUIIM-
POBaHHBIX JIGKAPCTB, HANpPaBICHHBIX Ha KOPPEKIHIO TEHOMa; OLEHKa
KayecTBa BHECEHWS M3MEHEHHI B T'C€HETHYECKHUH ammapaT coMaThye-
CKHX KJIETOK YENOBEKa, COOTHOLICHHE MPEHUMYILECTB M HETaTHBHBIX
MOCIEACTBUN BHECEHNUS N3MEHEHHH B MOJIOBBIE KIIETKHU YeIOBEKA.

B o6nacTu XpaHeHMs M HcCJeA0BaHUS OMOJIOTHYeCKUX 00pa3-
OB 4ejiOBeKa B O0MO0AHKAX HCHONB3YIOTCS HOpMBI ['pakaaHckoro
konekca PO o ropuanueckux mmnax (rnasa 4), 0 JoroBope BO3ME3HOr0
okazanus ycayr (rmaBa 39), oOume MONOKEHUsT O JOroBopax (IIaBbl
27-29). CrennanpHblii 3aK0H 0 OMOOaHKax OTCYTCTBYeT. JlelicTByer
PS5 MOJ3aKOHHBIX HOPMATHBHBIX aKTOB, B 4aCTHOCTHU NpuKa3 MUH-
3apaBa Poccum ot 20.10.2017 r. Ne 8421 «O0 yTBepkIeHHH TpeOOBa-
HUHI K OpraHu3aluyd U JeITelbHOCTH OMOOaHKOB M TPaBUII XpaHEHUS
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OMONIOTMYECKOr0 MaTepuaia, KIETOK AJIsi MPUTOTOBJIEHUS KIETOYHBIX
JUHAN, KIETOYHBIX JWHUHM, NpeAHAa3HAuYeHHBIX [JIsI HPOM3BOACTBA
OMOMEANLIMHCKUX KJIETOYHBIX MPOAYKTOB, OMOMEIUIIMHCKHUX KIIETOY-
HBIX TpoaykToB», 1. 30—-43 Ilopsaka MCHONB30BaHHUS BCHOMOTaTeNb-
HBIX PEMPOAYKTUBHBIX TEXHOJOTWH, MPOTHBOMOKA3aHUS U OTrpaHUye-
HUSI K UX MpUMeHeHuto (YTBeprKaeH npukazom Munzapasa Poccun ot
31.07.2020 r. Ne 803H), [Tonoxenune o banke CTBONOBBIX KIETOK MY-
MOBUHHOW / TUTAIIGHTapHOW KPOBU 4eioBeKa (YTBEPKICHO MPUKA30M
Munsapasa P® ot 25.07.2003 r. Ne 325 «O pa3BUTHM KJIETOYHBIX
TexHonoruii B Poccuiickoit deneparium»).

Ilpobremvr xpanenus u ucciedosauus OUOLOSUUECKUX 00pA3YO8
yeno6exka 6 OuobaHKax: ONpeneTeHue MPaBoOBOro cTaTyca OMoOaHKa U
o0bema ero crenuanbHOW MPaBOCIOCOOHOCTH, pEIIeHHE CIopa O re-
HOME M OTIEIBHOM T'eHe KaK O0BeKTax IpakJaHCKHUX IpaB; 000CHOBA-
HHUE CYLIECTBEHHBIX YCJIOBHUI J0r0BOpa KPHOKOHCEPBALIMH M XpaHECHUS
OMOJIOrMYECKOr0 MaTepraa 4elnoBeKa; HECOOTBETCTBHE YCTAHOBIICHHS
UIaTHI 32 JOOPOBOJIBHOE XPaHEHHUE MOJIOBBIX KIIETOK B CIIydasiX, CBS3aH-
HBIX C PHCKOM YTPaThl PENPOAYKTUBHOIO 3IOPOBbSI WIIM PHCKOM IS
XKH3HU B pe3ynbTare MpodecCHOHANBHON ASSITENBHOCTH U BBITIOIHEHUS
BOMHCKOH 00513aHHOCTH, TOCYIapCTBEHHOI'O HMHTEpEca B HCIOJHEHWUH
OTACHBIX BUOB AEITENBHOCTH, a TAKXKE B COXPAHEHUH CEMbH H YBEIH-
YEHUHN POXKIAEMOCTH, pasrpaHHYeHHE MpaB OnoOaHKa W KIMEHTa Ha
OunomMaTepHasl; onpeaeneHre cyap0pl Onomarepuana mocie JUKBHA-
LIUH TIEPCOHANBHOTO ON00aHKa.

B o0nacTi KJIMHMYECKHX HCCIE0BAHMH T€HOTEPaNleBTUUYECKUX
JIEKapCTBEHHBIX MpenapaToB Hcmoib3yercss denepanbHBI 3aKOH OT
12.04.2010 1. Ne 61-®3 «O6 oOpamieHnn JIEKAPCTBEHHBIX CPEACTB.
U3 cr. 4 denepanpHoro 3akona ot 23.06.2016 r. Ne 180-d3 «O 6uo-
MEIUITUHCKHUX KJICTOYHBIX MPOAYKTax» v DOpMbI crenupuKaiiuy Ha
OMOMEINLIMHCKUM KJIETOYHBI MPOAYKT CJIEOyeT, YTO IOIMyCKaercs
reHeTHYecKass MOAU(HUKANUS KICTOYHOW JIMHUM (KJICTOYHBIX JIHMHUI)
OMOMEANLIMHCKOTO KJIETOYHOIO MPOJYKTA, COOTBETCTBEHHO B TaKUX
Cllydasix IPUMEHSIOTCS TIOJIOKEHHsI YKa3aHHOTo 3akoHa. Cpean nmoaza-
KOHHBIX aKTOB 0co00e 3HaueHue uMeer npuka3z Munsapasa Poccun ot
01.04.2016 r. Ne 200n «O0 yTBep>KICHUU MpPaBUII HAAJEKalled KIu-
HUYECKON mpakTukm». MHTepec npencrasisioT [IpaBuna perucrpaunu
W KCTIEPTHU3BI JIEKAPCTBEHHBIX CPEICTB I MEIUIIMHCKOTO TIPUMEHe-
uust (yrBepxnensl Pemennem CoBera EBpa3sumiickoit 5KOHOMHYECKOMH
komuccun ot 03.11.2016 r. Ne 78).
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IIpobnemvr nposedenuss KIUHUYECKUX UCCIe008AHULl 2eHOmepa-
neemuYecKux JeKapCmeeHHbIX Npenapamos. CHeuuaIbHBIA Kpyr 3a-
NPEeTOB M OTrpaHUYCHUI ydacTHs AOOPOBONBLEB B HCCICAOBAHHU B
CBSI3U C TEM, YTO LIENBIO Mpenapara MOXeT ObITh peryJnpoBaHue, BOC-
CTaHOBJICHUE, 3aMEHa, 100aBliCHUE WM yJaJIeHHE T'eHETHYEeCKOW TI0-
CIIEIOBATENbHOCTH, OOOCHOBAaHHE OOrOBOPHOM (OPMBI OTHOIICHHMA
MEAWIIMHCKON OpraHu3alyy, UMEIOIIEH MpaBO MPOBOAUTH KIMHUYE-
CKHE HCCIIEJOBaHUSI TEHOTEPAIIEBTHYECKUX JICKAPCTBEHHBIX Ipenapa-
TOB, U HCIIBITYEMOI'0 TPaKAaHIHA.

B cepe knonupoBanns yenoBeka vcnonb3yrorcs OenepaabHbId
3akoH OT 20.05.2002 1. Ne 54-®3 «O BpeMeHHOM 3ampere Ha KJIOHH-
poBanue yeroBeka», Pesomonus Ne 59/280 T'enepanbHoit Accambiien
OOH «/lexmapauus Opranmnzanun O0beaunHeHHbIX Hanmii o kionupo-
BaHMHU uyenoBeka» (mpuHATa B I. Hero-Mopke 08.03.2005 r. Ha 82-m
TuieHapHOM 3acenanuu 59-it ceccun ['enepanbHoit Accambien OOH).

IIpobnemvr kK10HUPOGAHUS YeNlogeKa:. OOOCHOBAHHOCTh BPEMEHHO-
ro OTpe3Ka 3ampera KJIOHMPOBAaHUS Ha TeppUTOpuHM Poccuu; oueHka
YIIOMHHaHUS B 3aKOHE OTMEHBI 3aIpeTa KJIOHHUPOBAHUS <O Mepe Ha-
KOIIJICHUS HAy4YHBIX 3HAHUH B JaHHOH 00J1acTH, ONpeneseHUs MOpallb-
HBIX, COLMAJBHBIX U STHYECKUX HOPM MPH HCIOIB30BAHUU TEXHOJO-
TUil KJIOHWPOBAHMS YEJOBEKa»; IMOCTaHOBKa BOIpOca 00 YroJOBHOM
OTBETCTBEHHOCTH 32 HapyILEHHE 3alpeTa KIOHUPOBAHMS U 32 BBO3 Ha
tepputopuio Poccuiickoit denepanuu u BEIBO3 ¢ Tepputopun Poccuii-
ckoii dexepanny KIOHHPOBAHHBIX IMOPHOHOB YeTIOBEKA.

B cdepe npenmmaHTaIMOHHON T€HETUYECKOH AMArHOCTUKH, TIpe-
JOCTaBIICHUsI TEHETHYECKOTO MaTepuaia Ijisl poXIeHHs peOeHKa c
MPUMEHEHNEM BCIIOMOTaTEelbHBIX PENPOIYKTUBHBIX TEXHOJIOTHH HC-
MOJIL3YIOTCS HOPMBI CT. 55 ®enepansHoro 3akona or 21.11.2011r.
Ne323-d3 «O6 ocHOBax OXpaHBI 3I0pOBbsl TpakgaH B Poccuiickoit
Odeneparmm», npukaz Munsnpasa Poccum ot 31.07.2020 r. Ne 803n
«O TIOpsAKE WCIIONIL30BAHHSI BCIIOMOTATENBHBIX PENPOAYKTHBHBIX TEX-
HOJIOTHH, MPOTHBOMOKA3aHUIX U OTPAHIMUYCHUSIX K UX IPUMEHECHHUIO.

[IpoOnemMbl MPEUMIUIAHTALMOHHONW TE€HETHYECKOW TUarHOCTHKH,
MPEAOCTABIICHUSI TEHETHYECKOT0 MaTepraa Ajsl pokIeHUsT peOeHKa ¢
MPUMEHEHNEM BCIIOMOTAaTEIbHBIX PENPOAYKTUBHBIX TEXHOJIOTHI: rpa-
HULBl JTOMYCTUMOCTH TEHETHYECKOr'0 PEIaKTHPOBAaHHA Te€HOMa HM-
OpHOHa; MOUCK OTBETCTBEHHOTO 3a MOJIyYeHHE T'eHETHYEeCKOro Mare-
pHaia oT ”HGUIUPOBAHHOTO JOHOPA.
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Pemenne chopmynupoBaHHBIX MPABOBBIX MpoOiieM OyaeT crmocoo-
CTBOBaTh 3alIMTE WHTEPECOB IpaxkiaH (MarMeHTOB, JOHOPOB, HCIIBI-
TYEMBIX H JIp.) H MEIMIMHCKAX OpraHnu3aluii.
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M.B. 3axapoBa

IBOJIOIMA BUOIOTUYECKHUX COCTABJIAIOINX
TEHOMHOM MEJAUIIAHBI BO ®PAHIINA

Annomayus. Opaniysckas Pecrmybnmka, Tak e Kak ¥ HHbIE KPYITHBIE UTPOKH Ha
MEIUIUHCKOM U TE€XHOJIOTHYECKOM PBIHKE, CTOJNKHYNIACh K cepeanHe XX cToneTns ¢
npobieMamMu OMO3THUYECKOro Xapakrepa. B obcyxkneHne OHOTHYECKHX BOIPOCOB BO
Opannyy ObUTH BOBJICYEHBI IIMPOKHE KPYTH HAYIHOH U HOTUTUIECKOH 00IECTBEHHO-
ctu. YTo KacaeTcss ypOBHS pa3pelIeHHs OMOITHYECKHX MPOOIeM M AUCKYPCOB, TO
Opaniys monna Mo AOCTaTOYHO YHUKAIBHOMY IIyTH, OOpPAaTHBIIMCH K TaK Ha3bIBae-
MOMY TBEpJOMY IIpaBYy.

B nmpencraBnenHoil riraBe OyaeT JaH KPUTHUSCKHI NOKTPHHAIBHBIA aHAIN3 9BO-
JOIMOHHOTO Iyt PpaHIyu Mo GHOITHIECKOMY aCHEKTy COIHMAIBHOM PEryisyud
CHIeJIaHBI BBIBOABI O IEPCHEKTHUBAX HCIOIB30BAHUS (PAHILY3CKOTO OIBITA IIPH BBHI-
CTpanBaHUU OTEUYCCTBEHHOH OMOITUIECKONH MOJEIIHL.

Kniouesvie cnosa: npaBo, 6uostnka, OpaHnuys, SBOMIONHS, CTAaHAAPTHL, pedopMa,
peuenmus.

[losiBneHne OMOITUUECKOTO KOMIIOHEHTa B COLMAIILHOM peryiis-
LMY B CEpElMHE MPOLUIOTO CTOJIETUS CBA3aHO C aKTHBHBIM Pa3BUTHEM
MEAUIMHCKUX TEXHOJIOTHH, KOTOPBIE, MO CHPaBEAIMBOMY 3aMeUaHHIo
T.B. MemiepssikoBoi, TO3BOJIAIOT YEJIOBEKY SIIOXH IMOCTMOJEpPHA HE
JOBOJILCTBOBATHCS MapaJurMaMy NpeIHAuYepTaHHOTO ObITHS, & HAYaTh
aKTHBHO TBOPHTH camoro ceos [1, c. 97].

DBONIONMS MEAUIUHCKHX, U B TOM YHCJIE TeHETHYECKUX, TEXHOIIO-
TUi BBI3Baja MIUPOKUI OOIIECTBEHHBIH PE30HAHC CO CTOPOHBI IMPEI-
craButenei ¢unocodpckoro 3nanus. 0. Xabepmac B padore «byny-
miee 4eraoBedyecko mpuponsl. Ha mytu x nmbepaibHO eBreHuKe?»
MHUCAJI O TOM, YTO B COBPEMEHHBIX YCIIOBUSIX KTPEBOKHBIM MTPECTABIISICTCS
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(axT pa3MbIBaHHsI TPaHHL] MESKAY MPUPOIAOH, KOTOPOH MBI SBISIEMCS, U
OpraHMYeCKOi 00OIOYKOM, KOTOpOl MbI ceOst Haemssem» [2, c. 19].

Ponanpn [IBopkuH B pazBuTHe TeMbl oTMedan: «[lpuHsaTo pasmu-
4aTh TO, YTO COTBOpHJA Ipupoza <..> B COI3€ C IBOJIONMEH, U TO,
YTO MBI CaMH HadWHAEM [ellaTh B MHUpPE C IOMOLIbIO 3THX TEHOB.
B nr000oM citydae 3T0 pa3zaeneHre IpOBOAUT TPaHUILy MEKIY TEM, YeM
MBI SABJISIEMCSI, ¥ TEM, KaK MBI O0XOAMMCS CO CBOMM T'€HETHYECKHM Ha-
CIICICTBOM, HECSl 3a HEro MEepCOHAIBHYIO OTBETCTBEHHOCTh. JTa pe-
HIaromas rpaHula MeKIy CIydaeM u CBOOOTHBIM pelieHrneM obpasyeT
CTaHOBOM XxpebeT Hamieil Mopaiu... Mbl G0MMCSl IEPCTIEKTUB CO3/1aHUS
OIHMX JIOJEH APYTMMH, NOTOMY YTO Takash BO3MOXKHOCTH CMEILAaeT
JIeXKAIYI0 B OCHOBE HALIMX LIEHHOCTHBIX MAacIITa0OB TPaHHILy MEXIY
CITy4aifHOCTBIO U TIPHHATHIM pemennem» [3, S. 39; 4].

XapakTepusys OTIMYMS KIACCHYECKOW (Tak Ha3bIBAEMOH aBTOPH-
TapHOI) eBreHuKU OT THOepabHOi EBICHHKH, HOBO3EIAHICKHI TPO-
¢eccop atuku Hukomnac Arap numer: «Toraa kak crapasi aBTOpUTapHast
€BreHHKa CTPEMUIIACh MPOU3BOAUTE TPAXKAaH MO €IWHOMY LEHTpalu-
30BaHHO CIIPOEKTHPOBAHHOMY LIA0JIOHY, OTIMYUTEIbHBIM IMPU3HAKOM
HOBOM JINOEpaNbHOM €BrEeHUKH SIBIISICTCS HEWTPaJIbHOCTH MO OTHOILE-
HUIO K rocynapcTBy. JocTyn k mHpoOpManuu 000 BceX pa3HOBHIHO-
CTSIX TEHHOM Tepanuy MO3BOJHT JIHILAM, HAMEPEBAIOIINMCS CTaTh Po-
IUTENSIMH, OOpaTUTh BHUMAaHHE HAa MX COOCTBEHHBIE IIEHHOCTH TIPH
BbIOOpE JTydmiero Asi cBOMX Oyaymmx aereldl. CTOPOHHHKH aBTOpU-
TApHOW EBreHWKH NPENNOYHUTANd CBOIUTH HAa HET IPOKpPEaTUBHBIC
cB0OOABI MHAMBUIOB. JIubGepanbl, HA0OOpPOT, MpemIaraloT X paau-
KaJbHOE paciuupenue» [5, p. 171].

B Takux XpynKHX yCIOBHAX Pa3BEPTHIBAHUS SIOXH MOCTMOEpHA
@pannysckas PecnyOnnka mommia mo myTH perylupoOBaHUsI OMOATH-
YEeCKOro KOMIIOHEHTa Ha YPOBHE HE TOJIBKO MEKIYHAPOIHBIX CTaHIap-
TOB MpaBa, HO W TaK Ha3blBaeMoro TBepaoro mpasa. B 1994 r. Bo
@Opanuuu ObuT TPUHAT 3aKOH «O OHMOodTHKE». Pemenne o co3maHum
COOTBETCTBYIOILET0 3aKOHA HOCHIIO HE TOJIBKO 3HAKOBBIM, HO U HEIIPO-
CTOH B IJIaHE MIPUHATHUSI COOTBETCTBYIOIIETO 3aKOHOAATENBHOTO pellie-
HUS XapakTep.

B nexuwnu, npountannoii 3 oktadps 2018 r. B Mapcene B pamkax
KoHbpepeHun «Cpeau3eMHOMOPCKOE STHYECKOE IPOCTPAHCTBON,
OBIBIIMI MUHHCTp 37paBooxpaHeHuss OpaHIUM U OCHOBHOHM AOKIAf-
YUK 10 JaHHOMY 3aKkoHy B [lapnamente ®panunu Kan-Opancya Mart-
ten (Jean-Frangois Mattéi), ykas3piBasi Ha PETPOCIIEKTHBY CO3JaHUS
JTaHHOTO 3aKOHa, oTMevan: «Korma mpeMbep-MUHUCTP TOTPOCHI MEHS
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cenaTh JOKJIaA, 4TOOBI MPOAEMOHCTPHPOBATH HEOOXOAUMOCThH MPH-
HSTHS 3aKOHOB, OCOOEGHHO B OTHOIICHUHW HCCIIENOBaHUI 3MOpHOHA, 5
otnpaBuica B BemukoOpuranuio. Mosi OpuTaHckas komjera Obiia
ynuBneHa: “Ho moyemy BBl chpammBaere MeHs 00 3MOpuone? Mel
HUKOI/Ia HE MpHKacaeMcs K SMOpuoHy”. Torza st cipocui ee, moyemy
B BennkoOpuTaHuu cymiecTByeT OTCHUIKA K YETBIPHAIATOMY JHIO.
Omna orBernia MHe, YTO SMOPHOH CYIIECTBYET TOJIBKO C YEThIpHAALA-
Toro AHs. PaHblle MBI TOBOPHIIM O MPEIMOPHOHE, KOTOPHIM MOXHO
pacnopsbkathcsi. B mparMaTrueckoM KItode, IOCKOJIBKY 3MOPHUOH HY-
EH JUIS UCCIICAOBAaHUM, MBI ONpeAeTHiIn HoHsATHE “nipeamOpuon”. Ha
MoOii Bompoc, ouemy 14 nHeid, oHa oO0BsicHUIA MHE, uTO 10 14 nHei
SMOPHOH MOKET pa3AeiMThHCS MOMOJIaM, M MO3TOMY Helb3s TOBOPHUTH
00 “omgHom” yenoBeke. Bo ®paHuuu Takoil apryMeHT HEIOMYCTHM.
[Torom s moexan B ['epMaHmIO, CIIPOCHII CBOETO COOECEHHKA, TOUYEMY
MOPUHATBIE TIO 3TUM BOIPOCAM MEPBI HOCAT OTPaHUYHUTENBHBIN Xapak-
Tep U Bcé 3anpeniaror. OH OTBETHII MHE, YTO M3-3a TOTO, YTO MPOHCXO-
oo B ['epmanuy BO BpeMsi BOWHBI, OH PUCKYeT NOJYYHTh Ha Cile-
IYIOIIMHI eHb ra3eTHbIe 3arojoBKu B ayxe “Onu Oepytcs 3a crapoel”
Kopoue rosops, ['epmanus 3anpemiana Bc€, 4ToObl HE OBITH OOBUHEH-
HOW B TOM, 4TO Oepercst 3a crapoe. S momymain, 4To Takoe BUIECHUE
CUTYyallUu TOXE HE MOXKET OBbITh MoaxonsmuM i Opanuun. 3aTeM s
oTnpaBuics B Mcnanuio, Tae cripocui, oYeMy B TaKOW CTpaHe Karo-
JMYEcKOl KynbTyphl, kak Vcmanusi, Bce paspemieHo. MHe OTBETHIIH,
gro nocine 30 ner ¢ppankuctckoii Baactu u BiausHUA Omyc en ctpana
cTpeMHTcs K cBoboze» [6, p. 11].

To ectb, kak Mbl BuguM, @pannus B 1994 r. crosuta mepea mmpo-
KOH MajauTpoil 00pas3loB i MOAPaKaHHUsI CO CTOPOHBI 3apyOEKHOTO
3aKOHOAATENBCTBA, N30paB 1Jis ce0sl B KOHEUHOM CYeTe ayTeHTHYHBIN
MyTh OMOSTHYECKON PErlaMeHTally U ero OpMaIbHOTO 3aKpETICHUSL.

CyIiecTBOBaJ M K MOMEHTY NpPHHATHA 3aKoHa «O OHOITHKE» 3Ha-
KOBBIE CyleOHBIC peIICHHs], 3aTparuBarolue OMOITUYECKUH KOMIIO-
HEHT COIMaNbHON peryinsiuu? besycnoBHo, na (kak M B Ipyrux cTpa-
HaX — KPYIHBIX UTPOKaX I'€HETUYECKOTO TEXHOJOTMYECKOrO PHIHKA).
Ho nocratouno 51 TOIBKO Tak Ha3bIBAEMOI'0 Kelic-MeToaa IpHu co3/a-
HUU HAIMOHAJIBLHOH CHUCTEMBI OMOSTHYECKOTO pErylupoBaHHs oOIe-
CTBEHHBIX OTHOLIEHUI? OTBET OTPULIATEIbHBIN.

3HaKOBBIM JIJIOM B JaHHOM CIIy4yae CIEAYeT CYUTATh N0 BIOBBI
Kopun ITapnanekc, koTopas, IOTepsiB Myka, cliefana 3anpoc B 00Jb-
Huy B Kpemnen-bucerp Ha ucmons3oBaHue crepMmbl, KOTOPYIO OH
cian Tpems ropamu paHee. PykoBonctBo LleHTpa n3ydenus u coxpa-
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HEHHS YENOBEUECKUX SAWIEKIETOK M CIIEPMBI BBIJANO OTKa3: TOJBKO
MYX MOT' PaclopsbKaTbCs CBOEH CIIEPMOM, HO €ro yKe He ObUIO B KH-
BbIX. BoBa noBoauT Aeno o cyaa u BeIUrpeiBaet aeno. Cya 60ombuioi
WHCTaHIIMH YAOBJIETBOPHUI HCK O BO3BPALIECHUH 3aMOPOKEHHBIX IPO-
OMPOK CO CIEpMOii, TTOCYUTAB, YTO OIHOW U3 IleNiei Opaka SIBIISETCS
neropoxxaenue. [IpotuBHas cTopoHa MOCTaBHia BONPOC O TOM, O3HA-
YaeT JIM BO3BpalleHHe MpoOUpoK To, uTo r-xa llapmanekc yHacieno-
Bajla criepMy cBoero Myxa. Ho cnepMma He siBigercs umyniectBoM. Tak
M0 KaKOMY IpaBy HEOOXOJUMO BEpHYTH 3Ty criepmy? 1o kakomy mpa-
BY pOXaTb peOeHKa, KOTOPBIH M0 CYIIECTBYIOIIMM 3aKOHAM O IPOHC-
XOKJCHUU HE CMOXKET CUMTAThCS PEOEHKOM CBOEro OTIA, MOCKOJBKY
Oyzer poxaeH Oojiee 4yeM 4epe3 IEBSATh MECALEB MOCIE €ro CMEpTH.
Ho anBoxkar rocnioxku [lapmanekc BO3MyTHIICS, 3aBUB, YTO HEXXENAaHUE
BEPHYTh CIIEPMATO30MAbI O3HAYAET JKENAHUE UX YHUUTOXKHUTE, a 3TO 110
KakoMy mpaBy? B KoOHIIe KOHIIOB CyJA MOCTAaHOBWIJI TepenaTh BIOBE
MPOOHMPKHU C 3aMOPOKEHHOM CIIEPMOH ee ITOKOWHOTO MYyXa.

Coseperno 0b11 paB JKan-Ppancya MaTren, Korga yTBepkaa:
«OTCYTCTBHE 3aKOHA CO3JAET CIIO)KHOCTH, HO IIPUHHUMATh 3aKOHBI Ha
OCHOBE YaCTHBIX CHUTyalHM{ IJisi YCTaHOBJICHWs OOIIMX MpaBUJI — HE
JTydliee peuieHue. ['opa3o mpeanoyTHTENbHEE CHavalla ONpPENeINTh
obmue mpaBuia Ha 0a3e COrJacOBaHHBIX NMPUHLMUIIOB M 3aTEM JIHIIb
paccMmarpuBaTh KOHKpETHbIE cirydam» [6, p. 10].

C TOYKHM 3peHHs IOPHUIMYECKOH TEXHMKH 3aKoH «O OnodTHKEe»
M300MITyeT MHOTOYUCIICHHBIMHA OTCBUIKAMU K KPYIMHBIM KOIU(HUIIHPO-
BaHHBIM aKTaM, B 4acTHOCTHU K ['paxxnaHckoMy koaekcy dpaHiry3ckoit
Peciybnuku, k YronoBHomy konekcy ®panmysckoir PecmyOmuku, k
Konekcy obmiectBeHHOr0 31paBooxpanenuss Opanimysckoir Pecryonu-
KM, KOTOpBIE B CBSI3U C MPHUHATHEM 3TOr'0 3aKOHA OBUIM JOMOJHEHEI
HOBBIMH HOpPMamy M (WJIM) MPOILTH MpoLecc TpaHCHOpMALUK paHee
COJIEpKaBIINXCS B HUX MPEANACAHUI.

[Mpunsitie 3akoHa «O OMOITHKE» W €ro peanu3anus NpU3BaHBI
JIOCTHYb 1IeJiel, KOTOpPBIE B IEIOM COOTHOCSTCA C OOIIEMHUPOBBIMH
OMOSTHUECKIMU MaKCUMaMHU .

1) 6raconpusmcemseosamo xcusnu. B maHHO# CBSI3U JII000E TOCSTa-
TENBCTBO HAa SMOPHOH MOXKET paccMaTpUBATBHCS TONBKO KaK Hapylie-
Hue. braronpusaTcTBOBaHUE KU3HH TaKKe MOApPa3yMeBaeT U BO3MOXK-
HOCTb TPAHCIUIAHTAI[MM OPTaHOB B LENAX CIIACEHU KU3HEH;

2) 3awuwams yenoeexka. YenoBexk — 3TO HE TOJIBKO TEJO, HO yBa-
KEHHUE K Tely HeoOXOAUMO IUIsl TOTO, YTOOBI TapaHTUPOBATH YEIOBE-
YecKoe JOCTOMHCTBO. TakuM 00pa3oM, 3aKOH yCTaHaBIHBAET «HEIPH-
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KOCHOBEHHOCTD YEJIOBEYECKOI'0 Tella U €r0 HEMMYIIIECTBEHHOCTH», UTO
npeanonaraeT 0e3BO3ME3AHOCTH JOHOPCTBA. UYenoBeYECKHM TEIOM
HENb3s TOPTOBaTh, paBHO Kak M MpoJaBaTh ero mo yactaM. Eme pas
ObUI chenaH akUEeHT Ha TOM, 4TO Ha Jr000e BMEIIaTeNLCTBO B Opra-
HU3M B 00s3aTEbHOM MOPSAAKE HEOOXOIMMO COrjlacHe IMalueHTa.
DKCIEpUMEHTHI Ha JIOSX OTHBIHE PETyIHPYIOTCS 3aKOHOM elle 0ojee
obcrositenbHo. [Ipon3omio Takke yTouHEeHHe TpaHul] MPOTHOCTHUYE-
CKOW MeaWUMHBL. B 3aKoHe HalmUIM OTpa’keHHE MPHHLMIIBI 3AIIUTHI
YeIOBEUYeCKOro Buaa B (popMme 3ampera Ha HCIONb30BaHHE EBICHUKH,
3apOpIILIECBON TePalliy U PENPOLYKTUBHOTO KIIOHUPOBAHNS,

3) HanomuHams 0 8AXNCHOU PONU CeMbU U POOUMENLCKOU OMBem-
cmegennocmu. JIns okazaHusl MOMOLIH OECIUIONHBIM CYNPYKECKUM I1a-
pam, CTpeMSIIMMCS CTaTh POAUTENISAMH, Obljla OPTaHU30BaHa TOMOILb B
JNETOPOXKICHUM C HMCIIONB30BAHMEM BCIIOMOTATENbHBIX PENpOAYKTUB-
HBIX TEXHOJIOTUH,;

4) sawuwams unmepecol pebenra. PeOCHOK He SIBIAETCS 00bEK-
TOM, Ha KOTOPBI MOXKHO 3asBUTH NpaBa. Henmb3s uMeTh mpaBa Ha de-
JIoBeKa. 3asBUTH O MpaBe Ha peOeHKa O3HAYAET CAeNaTh ero 00ObEKTOM,
TOr/Ia KaK MO 3aKOHY PeOCHOK sIBIsieTcs cyObekToM. TakuMm oOpazom,
3aKOHOM IPENYCMOTPEHO, YTO B CIIy4ae UCKYCCTBEHHOIO OIMJIOJOTBOPE-
HUS C YJaCTHEM JOHOpa MapTHEp, NABIIMH COMNIacHe Ha TaKOE OIUIOMIO-
TBOPEHHUE, CTAHOBUTCA OTLIOM peOEHKa M HE UMEET BO3MOKHOCTH YKIIO-
HUTBCSL OT STOM OTBETCTBEHHOCTH, PaBHO KaK M HE MOXKET OBITH HE
MPU3HAH MaTephIO MO MPEIJIOTOM TOro, YTO peOEHOK He ObLT 3a4aT U3
€ro CIIepMBl.

JlaHHBII 3aKOH HOCHUJI HE €AMHUYHBIN XapakTep: a1 dpaniysckoit
PecryOnuky OH cTaj HEHTPaJbHBIM 3BEHOM B CEPHH 3aKOHOAATEIBHBIX
aKTOB, 3aTParuBalOIIMX OMOITUYECKHI KOMIIOHEHT COLMAJIbHOM pery-
nsiud. B yacTHOCTH, OBUTHM IPUHATHI CIIETYIOIINE aKTHI:

— 3axon «O0 ysadicenuu K ueno6e4eckomy meiy», B KOTOpOM 3aKpe-
IIJIEHBI CIETYIOINE OCHOBHBIE MPUHIINIIBI. YEJIOBEYECKOE TOCTOMHCTBO,
LEJIOCTHOCTh Te€Ja, HEPUKOCHOBEHHOCTh TENa, HEMMYILECTBEHHOCTh
Tena, aHOHUMHOCTh M 0€3BO3ME3IHOCTh JOHOPCTBA. HenmmylecTBeH-
HOCTbH TeJa 03Ha4aeT HEBO3MOXKHOCTh MMaTEHTOBATh T'eHBI, YTO BasKHO C
YUETOM TOTO, YTO HEKOTOpBIE HCCIEA0BATENH, paciiudpoBaBIIie MO-
CJIEIOBATENbHOCTh KAKOrO-HUOYAb TeHa, MoJaBaii 3asBKU Ha MOJy4e-
HUE TNaTeHTa, Kak 3To npousomio B CIIIA ¢ renoM, mpenpacmona-
TaroIINM K PaKy MOJIOYHOM >Kele3bl;

— 3aK0H «O0 UCNONB308AHUU OP2AHO8, MKAHEl, KIeMOK U NPOOYK-
MO6 4eN06eHecK020 OP2aHu3Ma, 0 6CHOMO2AMENbHBIX PEnPOOYKIMUGHbIX
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MEeXHONI02UsAX, 0 00POO0BOU OUACHOCMUKE, NPOCHOCTNUYECKOU MeOulyu-
ne u cenemuxe». COrjIaCHO TOMY 3aKOHY HEBO3MO)KHO M3bATh OPraHbl
y yMeEpIIero, HE MPOBEPHB €ro PETHCTPAIHI0 B PEECTPE OTKA30B.
B 1aHHOM 3aKOHE TaK)Ke PE3FOMHUPOBATUCH MIPUHIUITHI AHOHUMHOCTH U
0e3B0O3ME3IHOCTH J0HOpcTBA. KpoMe Toro, Oblia mogdepkHyTa HE0O-
XOJUMOCTh BOCCTAHOBIICHHS UYEIOBEUCCKOTO Tea TOCIe HU3BIATHSA Op-
raHoB, OCOOCHHO mocie Tpareann B AmbeHe B 1993 1., xorma Bpauu
3aMPOCHJIH pa3pelieHIe Ha UCTIONb30BaHUE OPTaHOB CKOHYABIIETOCS B
pe3ynbTaTe HecUacTHOro ciyyas 15-netHero roHomu. Poqureny Besu-
KOIYIITHO COTJIACHIIUCH, HO UM BEPHYJIM M3YPOJOBAHHOE TENO, Y KOTO-
POro OBLIM U3BIATHI TAKKE POTOBHUIIBL. POJIUTENN OBLIH CTPAIIHO 3TUM
IIOKUPOBAHBI, @ MaTh cKka3zaja: «Y Hac yKpaJld B3TJISII HAIIErO ChIHAY.
[ToTOMYy HOBBIF 3aKOH MPEAYCMATPUBAI OTPAHUYCHHS HA HIBIATHE
OPraHOB ¥ HAMOMUHAJ, YTO OHO (M3BATHE OPTaHOB) MOKHO OBITH pa-
3YMHBIM U 4TO, IPEXKIC YeM BO3BPAIIATh TEIO CEMbE, €r0 HEOOXOMMO
BOCCTAaHOBHTb. BBIIO TaKk:Ke PEIICHO YCHIUTD 3aIUTY HECOBEPIICHHO-
JICTHUX M JIFOJICH ¢ OrpaHUYEHHBIMH BO3MOXHOCTSIMH. J[anee B 3aKoHe
3aTParuBajCs BOMPOC O BCIIOMOTATEIBHBIX PEMPOAYKTHBHBIX TEXHO-
sorusx. X mpuMeHeHHe MPEeTyCMOTPEHO ISl TIap ¢ JUArHOCTUPOBAH-
HBIM OECIUIONMEM TIPU YCIOBUH, YTO OHU BEJIM COBMECTHYIO JKU3HbL Ha
MPOTSHKEHUU JIBYX JIET W HE HCMOIL30BATH KOHTPAICTITUBEL. BBIIO
C/ICNIaHO YTOYHEHHE O TOM, 4TO 00a MapTHepa B Mape JOJKHBI OBITh
JKUBBI U TIPEOBIBATH B JCTOPOIAHOM Bo3pacte. J[Jst 3aIuThl HEPOXKICH-
HOro peOeHKa 00s3aTeIbHO HANIUYHME MPEABAPUTEIBHOTO COTJIACHS,
3aBEPEHHOTO CyAbei WM HOTapuycoM. JIOHOpPBI CIIEPMBI OCTAIOTCS
AQHOHMUMHBIMH, TPU 3TOM JOHOPCTBO OCYIIECTBIACTCS OE3BO3ME3IHO.
3aKkoH MpeAyCMaTpPUBACT MpEIBAPUTEIBHOEC 00CIENOBaHKE I YCTpa-
HEHHUS MPEIOTBPATUMBIX PHUCKOB, CBSI3aHHBIX C KAKMM-JIHOO 3a00meBa-
HUEM WJIM BO3MOXKHBIM TATOJIOTHYECKUM TeHOM. J[OHOp TOIKEH UMETh
JeTel, 4TO MOATBEPAUT ero (epTunbHOCcTh. [Ipeamonaraercs, 4To ero
CTIepMy MOXKHO OYJIeT UCTIONIb30BaTh HE OO0Jiee MATH pa3 BO U30SKaAHHE
TEOPETHYECKH BO3MOXKHBIX PUCKOB WHOpuanHra. HakoHery, 3akoH omnpe-
JCTHU CyIb0Yy <«JTHITHUX» SMOPHOHOB, KOTJIa Y POAUTENCH MOSBHUTCS
PeOCHOK WM JCTH, KOTOPBIX OHH *elalu. bbUTH MpeaycMOTpEeHbI TPU
BO3MOXHOCTH. Co37aTeli SMOPHOHOB MOTYT MPHUHAThH PEHICHUE THO0
0 mepeaaue YMOPHOHA TMape, KOTOpasi COTJIaniaeTcst Ha ero Kak MOXKHO
Ooree paHHEe YCHIHOBIICHHE, MO0 O mepeaadye SMOPHOHA HA HUCCICHO-
BaHus, TUOO O MpeKpalieHuu xpaneHus. [IpeHaTanbHas U MPEUMITIaH-
TAl[MOHHAsA BUALI JUACHOCTUKA MOIJIM OTHBIHE MCIIOJIB30BAaThHCA II0
WHAWBUAYATLHBIM MOKA3aHUSM B HENSIX MPODUIAKTHKH CEPHE3HOTO U

142



HEHM3JIEYMOr0 T€HETHUECKOro 3a00neBanusl. Takasi TMarHOCTHKA MOTJIa
ObITh Ha3HA4Ye€Ha M OCYILECTBJICHA TOJBKO B MEKIUCHUIUIMHAPHBIX
LEHTPaxX M OrPaHWYMBAIACH MCKIIOUYUTEIHHO HCKOMOM Oone3Hbro. 3a-
KOH JIOIyCKaJl MMPUMEHEHUE METO0B NPOTHOCTHYECKON METUIMHBI B
TOM CIIydae, €Clii B KadeCcTBE KIIIOYEBOTO (pakTopa BBICTYIAId BO3-
MOXHasi TPOQUIAKTHKA WM JICUEHHE, MCKIoUasi Jo0yI0 AUCKPUMU-
HaIMIO CO CTOPOHBI OAHKOB, paboTonmaTenei MM CTPaXxOBBIX KOMIIA-
HUH. 3aKOH paspelian TeHETHYECKYI0 JAaKTHIIOCKOIUIO B TOM CiIy4ae,
€CIIM 3TO MMEJI0 MEIULIUHCKYIO WM CYACOHYIO 1eeco00pa3HoCTh, HO
He ocMepTHYy'o [6, p. 15];

— 3akon «00 0bpabomre OAHHBIX NPUMEHUNENbHO K MeOUYUHe», B
KOTOpPOM, B YaCTHOCTH, Pa3BUBAINCH UCH 3AILUTHI IEPCOHATBHBIX JIaH-
HBIX B c(hepax MUAEMUOIIOTUH U OOLIECTBEHHOTO 3JpaBOOXPaHECHUSI.

3akoH «O OumodTuke» 1994 1. He sBNSETCS CTATUYHBIM (KaKk H
npenMeTHas 00JIacTh ero pPeryJupoBaHus), ¥ K HACTOSIIEMY BPEMEHH
MBI MO>KEM BBIICIIUTH PSI KPYIHBIX pehopM, KOTOpBIE CTalld Ompese-
JICHHBIMU CTYIICHSIMH B €0 BOJIIOLHH.

B 2004 r. Obla poBeZicHa peBU3HA 3aKOHA, KOTOpasi JOJKHA Obl-
Jla YTOYHUTH W JOMNOJHUTH HMMEIOIIMecs B HeM mpeanucaHus. Tak,
MpaBoBasi periaMeHTalys MPEUMIUIAaHTAIMOHHON JUAarHOCTUKK Oblia
pacupera. Bo MHOTOM TOTYKOM K yKa3aHHBIM JIOMOJHEHHUSM CTajo
MOSBIICHUE CBOCOOPAa3HOT0 HHCTUTYTa «peOEHOK — JiekapcTBo». Toraa
mmpokoe ocsemenrne B CMU monyynny AOCTHKEHUS! aMEPUKAHCKHX
YUEHBIX, KOTOPBIM JBaKIBl YAAJIOCh BBUICUUTHh PeOCHKA CO CMEPTEIb-
HBIM T€HETHYECKUM 3a00JIeBaHMEM, TOCTIE TOTO KaK METOIOM IKCmpa-
KOPNOpAnvbHo2o 0ni00omeopenus Obl 3a4aT U POXKIEH THCTOCOBME-
CTUMBII ¢ HUM Opat (um cectpa) Oe3 maHHOro 3abosieBanus. biaro-
Japsi 5TOMY €ro KOCTHBIH MO3I' MOXKHO OBUIO B3SITb W TEpECcaauTh
OonpHOMY peOeHKy. B pesynpTare mepecMorpa 3akoHa OBUIM TaKxkKe
paciIpeHbl BO3MOXKHOCTH ISl JOHOPCTBA OPTaHOB OT OJHOTO KHBOT'O
YelIoBeKa K APYTOMY IPH YCIIOBUHM COTTIACHS.

B 2011 r. cocrosmack ouepennas peopMa OHOITHUECKOTO 3aKO-
HoJaTeNbcTBa. BbUM BHECEHBI HEKOTOPbIE W3MEHEHUSs], HalpuMep, OT-
MEHEHO YCJIOBHE JIBYX JIET COBMECTHOHM JKM3HH IJIsl TIPETCHICHTOB Ha
MPUMEHEHHE BCIIOMOTATEIbHBIX PEMPOAYKTHBHBIX TEXHOJIOTHH; A
yCTpaHEHHsI HEXBATKU JOHOPOB CIIEPMBI OTMEHEHBI TpeOOBaHHE K J0-
HOpPY MMETh JeTell M pa3pelieHre HCIOIb30BaTh TaMEThl JAOHOpa A0
JEeCATH pa3 BMECTO MATH. YTO Kacaercsl AOpOIOBOM AWAarHOCTUKH, TO
OT €IMHUYHOrO 00CIIeJOBAaHUS OTKA3alMCh U OOILEH MpaKTUKOH cre-
Jany CKpUHMHT. J{J1s1 pacmypeHusi JOHOPCTBA OpraHoB OBLJIO BBEACHO
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paspeleHre Ha mapHoe JoHopcTBo. Kpome toro, B Tom xe 2011 .,
Kak oTMeuanach paHee, Obiia patuunupoBana Konsenus OBberno.

Iocnenuss w3 mpomenmux pedopM (GpaHIy3cKOro 3aKOHOIA-
TENBCTBA B 007acTH OMOATHKM ObLiTa 3aBeplIeHa NPUHIATHEM 3aKOHA OT
2 aprycta 2021 r. OgHako HHULIMUPOBaHA OHA ObLIA TOPA3/I0 paHbIIe —
B 2019 r. [IpruuHa CTONBL ATUTENEHOTO TPOXOXKICHHUS 3aKOHOIIPOEKTA
no JNaOMpPHHTAM 3aKOHOAATENFHOM MAIWHBI CBSI3aHA C MHCTHUTYTOM
«3aKOHOZATEIFHOTO YEITHOKa» — MHOTOYUCIIEHHBIX MPOLEAYp Corja-
COBaHMS TEKCTa MEXKIy MajaTaMH MapiaMeHTa, a TaKKe MHBIMH Opra-
Hamu rocyzaapctBeHHol Brnactu (KoHcturynmoHHbM coBeToM @DpaH-
my3ckoii PecniyOnmku u ['ocymapctBeHHBIM coBeroMm @paHniry3ckoit
PecniyOonuku, B yactHocTH). 1o cpaBHEHUIO ¢ paHee MPOBEICHHBIMHU
npeodpazoBaHUAMU 10 3aKoHY «O OHO3THKE» 3Ta pedopMa MO CBOEH
CYILIHOCTH cTajla HauOojee MacIITaOHOW, PE30HAHCHOM W NHOepasb-
Hoii. Hambonee ropsure AMCKyccHMU BBI3Baja, O€3yCIOBHO, HOBENIA,
Kacarolascsl pacIupeHusl MepedHsi CyObEeKTOB Mpasa, KOTOPbIE MOTYT
BOCIIOJIb30BATHCSl TEXHOJIOTUYECKUMH BO3MOXHOCTSIMU TPOLIEAYPHI
OKO (o BBemenuu ee B aeiicteue [Ipesunent OpaHuuu IMMaHYdIIb
MakpoH 3asBHJI ellle B XO/€ CBOCH MPeABHIOOPHON KaMIlaHUH, YTO B
YCIIOBUSX CHJIBHOHM, B TOM YHCJIE M KOHCEPBATUBHOH, TpaaWIMH BO
®paHimy ObLIO JOCTATOYHO CMENIO).

Ha MoMeHT npuHSTHS 3aKOHA PsiZl eBPONEHCKHUX CTPaH yXKe MOLUIN
no myTH Jmbepanu3auuu npuMmeHeHus: mpouenypsl OKO. B necarn
eBponeiickux crpanax — B [lopryranum, Mcnanuu, Upnannnu, Coenu-
nenHoM Koponescrse, benbrum, Hunepnanpax, JlrokcemOypre, Jla-
Huy, Ulsenun, Ounnsuany — 5Ta npoueaypa Oblia pa3pelieHa mo oT-
HOIIECHUIO K OTHOMOJBIM COI03aM M OAMHOKHMM >XEHIIMHaM. B cemu
cTpanax — B Ocronud, Jlateun, Xopsatuu, bonrapuu, I'petun, Ha Ku-
npe, B Benrpuu — nanHas npoueaypa paspelieHa A OIMHOKUX JKEH-
LIMH, HO HE AJISl OAHOIOINBIX coto30B. Ha Manbte u B ABCTpuH, Hampo-
tuB, DKO paspemieHo s npuMeHEHUs Ui OIHOIOIBIX COI30B, HO
HE JUIS OJMHOKHX >KEHILUH.

Bo ®paHuyy coOTBETCTBYIOUMN pa3peIIUTENbHBIN MEXaHU3M IS
CEMEWHBIX map (BKJIFOYAsk OTHOMOJIBIC COIO3bI), @ TAKXKE VIS OJJHHOKUX
KEHIIMH ObUT 3aKperieH B cT. 1 3akoHa 00 u3MeHeHnu 3akoHa «O Ouo-
9THKE», KOTOpas MpHBena K u3MeHeHuto ct. 2145-5 Konekca obuiecr-
BEHHOro 3apaBooxpaHeHuss @Ppannun. Panee mpoueaypa 9KO Bo
@Opanuuu ObLTa pa3pelieHa TOJIBKO B OTHOLIEHUH CEMEHHBIX Hap Io
MEAWIMHCKUM TOKa3aHusM. M XoTs ¢GopManbHO TOYKAa B PELICHUH
npoOieMsl Tubepanu3anuu npuMeneHus npouenypsl KO mocrasieHa
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(4TO0 BO MHOTOM CBSI3aHO C CEpPbE3HOM MOIICPIKKON ATOI pedopMbI CO
CTOPOHBI MPE3UCHTa CTPAaHBl U C HAJHMYHEM MapIaMEHTCKOro OO0Jb-
IIMHCTBA BO3IJIABISIEMOM MM TMApTHU B JIBYX IajaTax IMapiaMeHTa),
o01ecTBeHHAas! AUCKYCCHsI IO JAHHOMY OMO3THYECKOMY BOIIPOCY IPO-
JOJKAETCsl.

Cpenu WHBIX TONOXEHUH mMocieqHeld OMOdTHUECKOW pedopMbl
MOKHO Ha3BaTh BOIIPOCH! pErflaMeHTallli MPOLEAYPHl UCIIOIb30BaHUS
KOMIBIOTEPHBIX AITOPUTMOB IPH MEAUIMHCKON auarHoctuke (ct. 17
3akoHa 00 m3MeHeHHH 3akoHa «O OmoITHKE»). B mociennem ciydae
MBI BHIHMM, YTO MpeaMeTHas o0jacTh A OHOITHYECKOrO TBEPAOIO
MpaBa CyYIIECTBEHHO pacmupsierca. [loMruMo KiaccHueckux mpeame-
TOB INPaBOBOIO PEryJUpOBaHUs, KOHCTPYKTHUBHO IPECTABICHHBIX B
MOJIENIA YEIOBEK — YEJIOBEK», Mbl BHJIUM €€ PaCIIMpEHUE 10 MOACTH
«4eJI0BEK — MaIlIiHa.

Kaxk moxassiBaeT mpencTaBieHHas BBIIIE PETPOCIEKTHUBA 3BOJIO-
nuu 3akoHa «O OmodTHKe» BOo DpaHiuu, oO0mIeH TeHIeHIIHEH B €ro
Pa3BUTHM CTaj BEKTOp Ha JIMOepaju3alMio OTHOUIEHWH B OMoMenu-
uuHCKOM cdepe. Ho ecTh o MeHbLIeH Mepe OAWH WHCTUTYT, BXOIS-
MUK B 30HY Kak OMO3THYECKOH, TaK M MPaBOBOM perjaMeHTalluH, 110
kotopomy Dpanimysckas PecryOnrka cToUT Ha JOCTaTOYHO KOHCEpPBa-
THUBHBIX MO3UIMSX. Peub uaer o cypporaTHoM MatepuHcTBe. Bo @pan-
MU OHO 3ampenieHo. JloBoAbl, KOTOpbIE MPUBOAAT CTOPOHHHUKH CTOIb
CTPOTHX 3alpeTUTEIbHBIX MEP, OCHOBBIBAIOTCS HA NMPOTUBOPEYNU WH-
CTUTYTa CyppOraTHOTO MaTEPUHCTBA CIEAYIOLUIIM MPUHIUIIAM:

1) HeMMYILIECTBEHHOCTH YEIOBEYECKOr0 Tela, TaK KaK YeIOBEKY,
corjacuBLIeMycs BBIHAIIMBATH peOCHKa, HEOOXOAUMO XOPOLIO 3aruia-
TUTB;

2) HeNPUKOCHOBEHHOCTH TEJIa, C KOTOPHIM HEIb3s JeNaTh BCE, YTO
Xo4ercs;

3) mocTonHCTBA peOCHKa, TIPH CYppOraTHOM MAaTEPUHCTBE BBICTY-
MAOLIETO MPEIMETOM JOTr0BOpa, KOTOPBIH, J1aXKe HE TOBOPS O JAEHBraX,
peryiaupyeT MOBEIEeHHE CypporaTHOM MaTeph BO BpeMs OepeMeHHO-
CTH. OTKa3 OT Tabaka, aJKorojs, OCCIIOKOWHOM >KHM3HH, HEO0OXOIH-
MOCTb IIPaBHJIBHO MUTAThCA | T.1. JKEHIMHA, KaK IPaBUIIO, HAXOAUTCS
B Opake, W Takas JOTOBOPEHHOCTh HE MOXET HE BIHSTH Ha €€ CyIpy-
KECKYIO KU3Hb;

4) pOAMTENHbCKOH OTBETCTBEHHOCTH: TPOBOJMUTCS JIM JOPOJOBast
IMarHOCTUKA, KTO pellaeT: CypporaTHas MaTh WM CyIpy)KecKas mapa,
KTO B Cllyyae OOHapy»XEeHHUS! OTKJIOHEHUH MPUHUMAET PEIIeHrE O 100po-
BOJIBHOM TpEphIBAaHUM OEPEMEHHOCTH; YTO CTAHET ¢ peOCHKOM IOcIie
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POXKIICHUS, eCIH Napa-3aKa3unK IepeayMaeT; 4To CTaHeT ¢ PeOEHKOM,
€CIIM KEHII[MHA, KOTOpasi HOCHJIA €ro AEBATHh MECALEB, 3aX04eT OCTa-
BUTH €ro cebe; Kak CIPaBUTHCS ¢ CUTyalHel, Korjna cypporatHasi MaTh
MOJTyJaeT OIjiaTy OT Maphl M pelIaeT nepenaTh pedeHKa Opyroil mape,
KOTOpasi IIaTUT OOMbIle, COOOIIMB MEPBOM Mape, yTo OepeMEeHHOCTh
npepBaHa,

5) TOCTOMHCTBA KCHIIWH: B OOJBIIMHCTBE CTPaH, pa3peraronmx
MIPaKTUKy CyppOraTHOrO MAaTEpHUHCTBA, CyppOraTHbIE MaTepu — 3TO
MOJIOABIE XKEHIIUHBI, TPOUCXOASAINE U3 OYeHb HEOIAroCOCTOSITEIBHOM
B KOHOMHYECKOM OTHOIIEHWH CpeNbl, YTO MPHUBOAMUT K (HOPMHPOBA-
HUIO KJIacca TaK Ha3bIBAEMOI'0 PENpOAyKTUBHOTO MpOJIeTapHuara.

Takoit koHcepBaTuBHBIA B3risin Ppaninysckoir PecryOnuku Ha
BOMPOCHI CyppOraTHOrO MaTEpUHCTBA MPUBEN K AUCKYCCHU IO COOT-
BETCTBYIOLIEMY OMOITHYECKOMY BOIPOCY U Ha YpOBHE OOIIEeBpOIEH-
CKHX IOpHOMYECKHX cTaHaapToB. CoriacHo CyaeOHBIM MaTepuaiamM
EBponeiickoro cyna no mpasam denoBeka (ECITY), zasButensmu 1o
o0ouM JenaM BBICTYNHJIM JIBE CYNPY’KECKHE Mapbl (paHIly3cCKOH Ha-
LUOHAJIIBHOCTH M MX JETH aMEpPUKAHCKOrO MPOUCXOKIEHUS, MPOXKH-
Baroue Bo @panunu. B cBs3u ¢ 0eCyIogHOCTBIO KEHIIUH U3 00eHX
nap cynpyru 3akmtoumiy B CIIA cornameHnsi ¢ HeHa3BaHHBIMH JKEH-
mMHAMH O cypporatHoM martepuHcTBe. Cyzasl B mrate Kammudopuus
10 TIEPBOMY JI€Ty U B IITaTe MHUHHECOTa IO BTOPOMY CIIy4aro MpH3HA-
71 00e mapbl POAUTENSIME AETel, POAUBLIMXCS OT CyppOTaTHBIX MaTe-
peit. 3asButenu obpatwinch K (QpaHIy3CKHM BIAcTSAM 3a BHECEHHEM
aMEpUKAHCKHX CBHUJETENBCTB O POXKAEHHWU B COOTBETCTBYIOIIMH pe-
€CTp M MOJY4YWIN OTKa3, Tak Kak Bo PpaHLMK COINALIEHHE O Cyppo-
raTHOM MaTE€pHUHCTBE HE3aKOHHO.

3assutenu oopatunucsk B ECITY ¢ gByms kanobaMu, ccbluiasich Ha
ct. 8 («IIpaBo Ha yBakeHHE YaCTHOW U ceMeifHOW >knu3Hu») EBporneii-
CKOM KOHBEHLIMM IO IpaBaM denoBeka. Kpome Toro, 3asBUTENH IO
MIEPBOMY JICITy JKAJIOBAJIHCh Ha HapymieHue cT. 6 («[IpaBo Ha cripaBen-
JMBOE pa3dupaTenbeTBo»), cT. 12 («[IpaBo Ha Opak») u ct. 14 («3a-
nper auckpumuHanun») Koneenumu. ECITY, paccmorpeB kanoOwl,
OOHapy X1 YacTHYHOE HapymieHue cT. 8 («[IpaBo Ha yBa)KeHHE 4yacT-
HOM M ceMeiHoW >ku3HW») KOoHBeHIMH 1O 00OMM JefaM B CBSI3U C
MpaBoOM JAeTel Ha yBakeHHe MX uyacTHOW >ku3HH. Cyn o6s3an dpan-
LU0 TIO IEPBOMY JIeNTy BBIILIATUTH S THIC. €BPO KOMIIEHCALUH MOPAIb-
HOTO Bpena KakaoMmy pebeHky u mo 15 Teic. eBpo oOLmMX H3aepiKeK
BceM 3asBuTEnIM. Kpome Toro, ECIIY mpucynun mo BTOpoMy Hemy
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5 TBIC. €BPO KOMIIEHCAIIMH MOPAJbHOTO Bpena peOeHKY U 4 ThIC. eBpO
U3/IePKEK BCEM 3asiBUTEISIM [ 7].

HapaBHe ¢ HOpMAaTHBHBIM yPOBHEM OMOITHYECKHI KOMIIOHEHT BO
OpaHUMK MpeAcTaBieH TaK)Ke M MHCTUTYLHMOHAIBHBIM 3BEHOM. Pedb
uzaer o cozganuu B 1983 r. HaumonanbHOTro KOHCYIBTaTUBHOTO KOMH-
TeTa 10 THKE HayK O JKMU3HU | 370poBbe (manee — Komurer). Corm-
JIbHBIM OCHOBAHHUEM JIsl CO3[aHus JaHHOro KoMuTera mocioyXui Tak
Ha3bIBaeMbIi Kelic «AManauH» (AMaHAWH — TEPBBIA (paHIy3CKHit
pebeHok «u3 mpodupku»). [Ipu npoBenenuu nporenypsl KO Bpaun
O0Hapy WM B MPOOUPKE HECKOIBKO SMOpHOHOB. [locie Toro xak oHu
nepecauiiyi ABYyX WM TPeX M3 HUX, BCTaJl BOIPOC O CyAbOe APYIUX —
«JIMIIHUX» — SMOPHOHOB. VIMeeM JIi MBI TIPaBO 3aMOPaKUBATh YMOPHO-
HBI? B cBs3M ¢ 3THM HEM30€KHO BO3HUK BOIPOC. YTO TaKOe SMOPHOH?
Pemenne 3Tux BOIpocoB nmpe3uaeHT PecyOnuku mopy4us pemmnTs Ha
ypoBHe co3nanHoro Komutera. B pesyibraTe Obl1 JOCTHTHYT KOHCEH-
CyC B OTHOIIEHHWH TOTO, YTO SMOPHOH SIBISAETCS «IOTEHIUAIBHON 4e-
JIOBEUECKOH JINYHOCTBIO» H, CIIEIOBATENBFHO, C HEll HeNb3s JeNlaTh BCe
YTO YTrOJHO.

Obpamienue K (paHIy3cKOMY OINBITY OMOITHYECKOTO CErMEHTa
COLIMAJILHOTO PETyINPOBaHUsl OOLIECTBEHHBIX OTHOIIECHWH MpPEACTaB-
nsier Oonpioi mHTEpec U 1A Poccun. Ilo cpaBHenmio ¢ @panumeit
Hallla CTpaHa 3ama3gblBacT B OTHOILICHWM TaK Ha3bIBAEMOW TBEpAOH
napagurMbl IPaBoOro PEryIMPOBAHUS OMOITHYECKHX BOMPOCOB TOYTH
Ha 1Ba gecstuinerus. Bmecte ¢ Tem Poccust nmeer BO3MOXKHOCTH, B
TOM YHCJIE M C y4eTOM ()PaHIy3CKOTO ONBITA, BBHICTPOUTH CBOIO Ha-
LIUOHANBHYI0 MOJIETh OMO3THYECKOTO PEryIMpOBaHUs OOIIECTBEHHBIX
OTHOILEHUM.

I'maBHBIM aprymMeHTOM NpPOTHB TBEPIOr0 OMO3ITHYECKOro MpaBa
BBICTYIIAET TE3UC O TOM, YTO NPU BKIIOUYEHUH OMOITHYECKOTO KOMIIO-
HEHTa B IPAaBOBOE TOJIC MBI BBIXOIUM 3a MPeJIelbl IPAaBOBOTO Peryiiu-
poBaHusi kak TakoBoro [8, p.13]. Ilpu oOpamieHHH HaUMOHAIBHOU
MPaBOBOI CUCTEMBI K BEKTOPY TBEPAOIr0 OMOATHYECKOTO MpaBa Cyllle-
CTBYET TAaKXe ONAacCHOCTh CO3/1aTh JIATCKCHBIN, HEIIOMEPHO Pa3IyThIl B
o0beMe IpeIMeT MPaBOBOTO PEryINPOBaHUS A1 OMO3THUECKHUX BOMPO-
coB. O@paHuuy, Ha HAaII B3MJISA, YAAIOCH H30eKaTh MOAOOHBIX yrpo3. Ho
B0 ®panuuy, B ornyre or Poccru, B KOHCTUTYILIMH CTPaHbl €CTh CTa-
Thsl, ONpENeNIomas Mpeaesbl MPaBOBOIO PEryIUpOBaHUs I oOIIe-
HaIMOHAJILHBIX 3aKOHOB. B Poccuu, k coxkaneHnio, Takol cTaTbH HET.
U MBI Bce yamie crajikuBaeMcsi ¢ mpoOneMol OaHaIM3aluU POCCHIA-
CKHX 3aKOHOB.
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B nenom ¢paniry3ckuil ompIT BBICTpavBaHUS CUCTEMBI OMOATHYE-
CKOT'0 COLIMAJIBHOTO PETYJIMPOBAHUS MOYKHO OLIEHUTH KaK MOJIOKHUTEIb-
HBIM, HO HE BO BCEX CBOMX ACHEKTaX M MPOSBICHUSIX PELEHIIMOHHBIN.
Hanpumep, mubepanuzanums 30861 npuMmeHenns: KO no eBponeickomMy
00pasiy B CKOPOM BpPEMEHH BPsIZ I BO3MOXKHA.
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A.B. KojokoJ0B

COBPEMEHHOE COCTOAHUME PA3BUTHS
HHEPCOHAJIN3UPOBAHHOU MEJIUIIUHbI

Annomayus. CoBpeMeHHass MOJICKYIISIpHAs MEIUINHA U MEAWUIMHCKAsI T€HEeTH-
Ka pa3BUBAIOTCA JUHAMUYHO U CTPEMUTENIBHO, YTO IPUBOAUT K U3MEHEHHUIO CaMOro
obmecTBa. VIx rimaBHas nens — cOeperkeHne )XU3HH U YKPeIUICHHE 3/I0POBbS IeI0BEKa
(marmeHT-1eHTPUPOBAHHBIM TIOAXOM). PacCMOTPEHO COBPEMEHHOE COCTOSIHHE HOBOI
Pa3BUBAIOIIECHCS] MOIETH 3JPaBOOXPAHEHUS — «MEAUIMHEI 4P», OCHOBaHHOI HA YETHI-
pex mapagurMmax: INpefcKa3aTeNbHOH, MPO(MIAKTHIEeCKOH, MepCOHATH3NPOBAHHOM,
napTucunaTuBHON. [IpoaHanm3upoBaHbl 0a30BbIE MHCTPYMEHTHI IEPCOHATH3UPOBAH-
HOHM MeAWIMHBI. PacKpBITE 0COOCHHOCTH (hapMaKOreHOMHKHU U TepaHocTuKH. [loka3a-
Ha TPaKTHYEeCKasi 3HAYMMOCTh PA3BUTHS IEPCOHATM3UPOBAHHON MEIHUIIUHEI ISt obec-
MIEYCHNUS KAYECTBEHHOTO 1 OE30ITaCHOr0 OKA3aHMS MEIHUIIHCKOH OMOIIIH.

Kniouesvie cnosa: mepcoHaNN3UpOBaHHAS MEAHIMHA, (hPapMaKOI€HETHKA, Te-
PaHOCTUKA, I'CHETHYECKas JUArHOCTUKA, FEHETHYECKOEC pPEAAKTUPOBAHUE, I'€HETUYE-
CKasl MacropTH3aIHs, TeHOM, OMOOaHKHHT .

B nacTosmiee Bpems HCMOIb30BAHIUE MHHOBAIIMOHHBIX TEXHOIOT U
B MEIMIIMHE MPUBOIUT K U3MEHEHUIO CaMOT0 OOIIECTBA, TOCKOIBKY UX
TJIaBHAS 1eNTb — COCPEKCHUE KU3HU U YKPEIICHHE 3/I0POBBS UEIOBC-
Ka. 3ajaya MpakTUYECKOr0 UCIIOIb30BaHUS MHHOBALIMOHHBIX 3HAHUH 0O
rene, resome u JIHK denoBeka B manueHT-OPUEHTUPOBAHHOUM MeEIU-
LMHE 3aKII0YaeTCsl B YMEHBIIICHUHM YEI0BCUECKUX CTpadaHUil U yiIyd-
LICHUU 3[I0POBbsl OTACIBHBIX JIIOJICH U yenoBeuecTBa B 1enoM. Cpenu
NPUOPUTETHBIX HAMIPABJICHUM rOCYJapCTBEHHOMN MOJUTUKH, CBSI3aHHBIX
¢ obecrieueHreM U COXPaHSHHUEM 3/I0OPOBBS YEIOBEKa, OCHOBHOC BHUMA-
HUE CEro/iHsI aKUEHTUPYETCS Ha Pa3BUTUU TPAHCISILIMOHHON U MEepPCOHa-
JIU3UPOBAHHON METUITUHEI.
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PazBuBaronmecs: JUHAMUYHO W CTPEMHTEIIFHO COBpEMEHHasi MoJe-
KyJsipHasi MeJUIWHA ¥ MEIUIUHCKAsl TCHETHKA MO3BOJISIIOT CHCTEMATH-
YEeCKH aHATU3UPOBATH MOJICKYJISIPHBIE MEXaHU3MBI 3apOKICHUS U pa3-
BUTHS 3a00JeBaHMi. DTa 00JacTb HAXOOUTCA HA CaMBIX MEPEIOBBIX
MO3HULUAX MHPOBOH HAYKH M CIOCOOCTBYET (POPMHUPOBAHHMIO HOBBIX
WHHOBAIIMOHHBIX TEHJIECHIHH, KOTOPbIE C KaXXIbIM JHEM Bc& Oolblne
BIIMSIOT Ha KayecTBO xu3HM HaceneHus [1]. Kak ormeuaer B.A. Ye-
pemHeB, «ocHOBOM MenuimHbl XXI| B. siBIIsieTcss HOBasi MOAEIb 3IpaBoO-
OXpaHEHHs, KoTopas Oa3upyercs Ha HOBEHIIMX T'€HOMHBIX, MOCTTe-
HOMHBIX, 3TIUT€HOMHBIX TEXHOJIOTUSX, YCKOPEHHOM Pa3BUTHU HAHO- U
OMOTEXHONOTHH, OWOMH(POPMATHKH, KIETOYHOW M CHHTETHYECKOU
OMONIOrMH ¥ MHOTOM JpyroM. MeaunuHa OyIyIero — HoBas Mapajiur-
Ma “menuiuHa 4P”, TIIaBHBIM TE€3UCOM KOTOPOH SIBJIIETCS “OT JIeUeHUS
Oore3Hel — kK 00eCTIeUeHHTO 3I0pOBhs”™» [2], — HalIIa CBOIO TOAEPIHK-
Ky Ha TOCyIapCTBEHHOM YpoBHe. CIelyeT COIJIACHTHCS C MHEHHEM
MHOTHX CIICIIMAJIMCTOB, YOSXKIECHHBIX B TOM, YTO BHEAPEHHUE HMPUHIIH-
MOB M TEXHOJOTHHA TEPCOHATM3UPOBAHHON MEIWIMHBI TIO3BOJIUT CTa-
OWIM3UPOBATE U B PSJIE CIIy4aeB CHU3UTH MOKa3aTeNn! 3a001eBaeMOCTH
U COKpAaTUTh YMCIIO HEOJIAaronpuATHBIX HCXOJO0B Hanbomnee pacnpocTpa-
HEHHBIX U COIMATIBHO 3HAUMMBIX 3a0oneBanuii yenoseka [3; 4; 5; 6; 7].

Heo6xoauMo oTMETUTH, YTO KOHULEMNUIHSA NEPCOHATU3UPOBAHHON
MEAUIMHBI HE HOBA: MPaKTHUKa MEIUIMHBI Bceraa Obula cBs3aHa C Jie-
YeHHEM Ka)KAOTO OTHENFHOIO MalMeHTa, W KIMHUIMCTHI JaBHO 3aMe-
THJIM, YTO pa3HbIe MALMEHTHI MO-Pa3HOMY PearupyroT Ha MEIUITHCKHE
BMeIIaTeIbCTBA. TEPMHUH «IEpCOHAIN3UPOBAHHAS MEAMLIMHA» BIIEp-
Bble nosBuiica B 1998 r. B kadecTBe Ha3BaHWsI HAy4HOW MOHOrpaduu
K.K. [Ixeitn «Ilepconanu3upoBanHas MequuuHa» [8].

[epconanu3upoBaHHYIO0 MEIUIMHY MOHUMAIOT B LIMPOKOM CMBICTIE
KaK HalpaBJIeHHe MEAUIHBI, B OCHOBE KOTOPOH JIGKUT aHaJIU3 Xapak-
TEPUCTUK, KOTOPbIE MOKHO OOBEKTHBHO W3MEPUTHh M KOTOPHIE MOTYT
CIIyXUTb B Ka4eCTBE WHAMKATOPOB (PU3MONOTHMYECKHX W MATOIOTHYE-
CKHX OMOJIOTMYECKHX TPOLIECCOB MM (PapMAaKOIOrHYECKIX OTBETOB Ha
MPOBOAMMOE JICUCHUE, Ha3blBaeMbIXx Omomapkepamu. OHa Takke
BKJIIOYAeT MPUMEHEHHE MEPCOHATN3UPOBAHHBIX METOJOB U CHOCO0O0B
JedeHus 3a00JIeBaHNI M KOPPEKIUHU cocTOsTHUH [9], a B y3KOM cMBbIciie
MoJpa3yMeBaeT MCIOIb30BaHNE BPauOM TaKTHKH BBIOOpa JIEKapCTBEH-
HBIX [IPENapaToB ¢ YU4E€TOM WHAMBHUIYAIbHO-TEHETHYECKUX OCOOEHHO-
CTel  TAalWeHTa, BBIBIAEMBIX C  TOMOIIBIO  MOJEKYJISIPHO-
reHernueckux MeronoB [10]. 3apyOexHble aBTOpBI NPEICTaBISIOT
MEPCOHANM3UPOBAHHYI0 MEIUIIMHY KaK «HHTETPAILHYI0 MEIUIHHY,
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BKJTFOYAOLIYIO B ce0s MPOQUIAKTHKY, TUarHOCTHKY U JICYCHHE Ha OC-
HOBE TEHETHYECKOTO0 TECTUPOBAHUS Ha MPEAPACIOIIOKEHHOCTh Ipax-
IaH K 3a00JeBaHMSAM, a TaK)Ke MPUMECHCHUE WHIMBUAYAIbHBIX METO-
JIOB JICYCHUS HA OCHOBE reHOMuUKH [11].

[Tepconanu3upoBaHHas MEIUIIMHA BOIUIOLICHA B IMOJXOAE, MOJY-
YMBIIEM Ha3BaHWe «MmemuiHa 4P». Drta dopmyna, mpemiokeHHas
amepuKaHckuM ydeHbiM JI1.D. Xymom, BKITIOYaeT B ceOsi 4eThIpe KOM-
noHeHTa [12].

» IlepconammsupoBannas (Personalized) — ocHoBana Ha TOHH-
MaHUM BIHMSHUS TCHETUYECKOH W3MEHYMBOCTH HAa HHAWBUIYalTbHOE
nedeHne. To ecTh Ielb NEPCOHATM3HPOBAHHON MEIHUIMHBI JOJDKHA
3aKJIF0YaThCSl B TOM, YTOOBI KaK MOJKHO OBICTpPEE BBISIBHTBH OTICITBHBIC
(baxTopbl pucka, OyIb TO SKOJOIHYECKUE HIM TeHETUYECKHE, Urparo-
IIME HEMOCPEACTBEHHYIO MOTCHIUAIBHYIO POJIb B Pa3BHTHH TOTO HIIH
uHoro 3adoneBanus [13].

» IlporHoctuyeckas ymbo npenuktuBHas (Predictive) — ¢ mo-
MOIIBI0 MOJICKYJIIPHO-TCHETHYECKHX METOJO0B OMNpEICIsIeT, KakHhe
MAaTOJIOTHYECKHE COCTOSHUSI OyIyT XapaKTepHBI Ui 4YeloBeka B Oy-
AyIIeM M KaK OH OyJIeT pearnpoBaTh Ha JICYCHHE. DTO MO3BOJISCT pa3-
paboTaTh WHIMBUIYAIBHYIO CTPATETHIO, CIIOCOOCTBYET BBIIBICHHIO B
HOMYJISIIUH (PAKTOPOB, XapaKTEPU3YIOIMX BOCOIPHUMYHBOCTD TTAI[HEHTa
K KOHKPETHOMY 3a00JICBAaHUIO WM K KOHKPETHOMY IPOBOJUMOMY Jie-
YEHHIO, YTO JIACT BOSMOXXHOCTh MOAOWUPATh WHIMBUAYAIBHOC JICUCHUE
(KOHKpEeTHBIE JICKAPCTBEHHBIC MTPENapaThl U UX TO3UPOBKH), TEM CaMbIM
HOBBIIAst ero dpQexTHBHOCTH [14].

» Tlpodpunaktuyeckas (Preventive) — cnocoOCTByeT pa3BUTHIO
aKTHBHOTO MOAXO/a K 3/JI0POBBIO U MEIMIIMHE, KOTOPHII CMEIIaer aK-
LEHT ¢ OOJIE3HU Ha 3/10POBBE.

» [IlaprucunarusHas (Participatory) — ocHoBaHa Ha LIMPOKOM
y4acTHH W 3aMHTEPECOBAHHOCTH MAIIMEHTOB, KOTOPHIE MMEIOT BO3-
MOXKHOCTB JIeflaTh OCO3HAHHBIH BBHIOOp M OpaTh Ha ceOsi OTBETCTBEH-
HOCTb 32 CBOE 3/JOPOBEE.

OCHOBOHM TEPCOHATM3UPOBAHHON MEIHMIIHBI SBISIOTCS CIEAYIO-
mue 6a3oBbie TexHosoruu [15]:

1) hapmakonmarHocTuka (TEpaHOCTHKA) — TEXHOJIOIHMH MOJEKY-
JSIPHOM TEHETHYECKOW TUAarHOCTUKH, CBS3aHHBIC MPEXKIE BCErO C U3Y-
YeHHEM MoJ(opMHU3Ma TeHOB;

2) TEXHOJIOTHY UHTETPUPOBAHUS JTHATHOCTUKU M JICYCHUS — yCTa-
HOBJICHHE «CBsi3eii» pe3ynbTraToB pacumdposku crupamu JHK c ne-
00X0AMMOI WHAWBHIYaTbHOH METOIMKOW JICUCHUS KOHKPETHOTO Ma-
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LUEHTA C TOCIEeAYIOIM POU3BOACTBOM MHINBHIYaTbHOTO JIEKAPCT-
BEHHOTr0 npenapara [16];

3) TexHosoruu (papmakoreHeTuku ((papMaKOreHOMHKH) HaIpas-
JIeHBl Ha HWCCIIEIOBAaHHUE MEXaHU3MOB JCHCTBHS JIEKAPCTB HAa OCHOBE
JaHHBIX 00 M3MEHEHUSX SKCIPECCHU T'€HOB, BIUAIOUIMX Ha PEaKIHI0
Ha JIEKAPCTBEHHBIC IpenapaThl y OTAEIBHBIX MAIMEHTOB;, H3ydcHUE
cequUKN JeHCTBHA JIEKAPCTBEHHBIX CPEICTB B 3aBUCUMOCTH OT WH-
JOUBHIYaNTbHO-TEHETUYECKUX OCOOCHHOCTEN OpraHn3Ma, 4To MO3BOJISET
UACHTHU(PULIUPOBATD TEHBl BOCTIPUMMYHMBOCTU K OOJIE3HSAM, MPEICTaB-
JSIIOIIME TOTEHIMAIbHbIE HOBBIE MHIICHW AJIS JIEKapCTB, MOAOUPATh
cnequpUUHyIO A1 KOHKPETHOTO MalMeHTa CXeMy JIeUeHHUs, IpecKa-
3bIBaTh CTENEHb BOSHUKHOBEHHSI Pa3IMYHbBIX HEXKeNaTeIbHbIX Peakuil
Ha JIefiCTBHUE JIEKapCTBEHHOI'O CPEIICTBA;

4) rexHonoruu (HapMaKOMPOTEOMUKH TIPU3BAHBI AHAIU3UPOBATH
JeHCTBHE JICKapCTB C y4eTOM OCOOeHHOcTed OmocuHTe3a (pyHKIHO-
HAJIBHO CHeHU(PUUECKUX OCIKOBBIX MOJEKYI.

B ¢ynmamenTanbHOM OMONIOTMU M MEOUIIMHE, CONPSKEHHBIX C T'e-
HOMHBIMH TEXHOJIOTHSIMH, PEANU3YIOTCS paHee O00O3HAaYeHHBIC Ha-
MpaBJICHUS MEPCOHANM3UPOBAHHON MEOUIMHBEL. B cBA3M ¢ 3TUM mep-
COHAJIM3UPOBAHHAS MEIUIMHA TOIYyYWJa IAHC NPUONIHU3UTECS K CTa-
TyCy TOYHOHW HAayKH, MHHOBAB ONMCATENbHYIO MPAKTHKY aHaju3a Ia-
TOJIOTHYECKHUX MPOLIECCOB, OBITOBABIIYIO B TEUCHHE CTOJICTHH.

B nensx aQeKTUBHOr0 pa3BUTHS MEPCOHATM3IUPOBAHHONW MEAH-
IUHBI TocynapcTBoM [16; 17] ompereneHbl 3Ha4MMbIE AL OXPaHbBI
3I0POBBS 3a/1a4H:

» pa3BUTHE HAYYHBIX OCHOB IEPCOHAIU3UPOBAHHON MEIULIUHEI,
B TOM YHCIIE!

v’ paspaborka OHOMH()OPMATHYECKOrO AHAIN3a TEeHETHYe-
CKHX CTPYKTYP, 00yCIOBIHBAIOLINX MATOIOTMIECKUE POLIECCHI;
pa3paboTKa PEeAaKTOPOB M CHUCTEM JOCTABKH, MTO3BOJIAIOIINX H3-
OuparenbHO aKTHBHPOBATh, MOAUMDUIIUPOBATE MM BBIKIIOYATDH
LeNeBble TeHbI-MUIICHH AT 3324, PElIaeMbIX C UCTIOJIb30BaAHU-
€M TEXHOJIOTUH TEHOMHOI'O pelaKTHPOBaHUS,

v’ co3manue Mojelell 3a00JIeBaHuil C MCIOIb30BAHUEM Jia-
OOpaTOPHBIX JKUBOTHBIX WIH KYJBTYP KJIETOK;

v’ mpotuBojeiicTBUEe MH(EKIUSIM, B TOM YHCIIE PETPOBHPYC-
HBIM, [IPU KOTOPBIX MPOMCXOAUT BCTPauBaHHE BUPYCHOTO T'eHe-
THYECKOT'0 MaTepraia B TEHOM YellOBeKa;
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v pellaKTUPOBAHKME TEHETHYECKUX BAPUAHTOB U JIE(EKTOB
reHOMa, TIPUBOISIIMX K 3a00JIeBaHUSM C ONMCAHHOW T'eHeTHye-
CKOM 3THOJIOTHEH;

v/ Mo UKAIMS KIIETOK, B TOM YHCJI€ IMMYHHON CHCTEMBI,
MPU MYJIBTUTEHHBIX U IPYTUX NATOJIOTHSIX,

» ompeelieHne UHIUBHIYAIbHOTO PHCKa Pa3BUTHUS HEUH(EKIIH-
OHHBIX 3a00JeBaHMI Ha OCHOBE HICHTU(PUKALNH MOJICKYIAPHO-
TEHETUYECKUX MapKepOB;

» BBIIBJICHHE M KOPPEKLUS MOHOTCHHBIX HACJICICTBEHHBIX 3200-
JICBaHUM;

» TepcOHaNM3alMs JCYCHHS OHKOJIOIMYEeCKUX 3a00JieBaHUil Ha
OCHOBE cTaTyca OMOMapKepoB, BKIIIOYas COMaTUYECKUE ICHETHYECKHE
W3MEHEHUS B OIYXOJIEBBIX KIIETKAX;

» WHIVBHAyaJH3alUsl JICKAPCTBEHHOH Tepaluy Ha OCHOBE OMO-
MapKepoB AJIsl TOCUMIITOMATHYECKON OL[EHKH ero 3 (EKTUBHOCTH,

» TpUMCHECHHE WHAWBUIYAIbHO W3TOTABJIMBACMBIX IEPCOHAIIH-
3UPOBAaHHBIX POIYKTOB JISI JICUCHHUS.

MHorue yudeHble OTMEYAlOT HAJIMYHME CBSI3U MEPCOHAIN3HPOBAH-
HOM MEAMIIMHBI C TEHETUYECKUMHU TEXHOJIOTHSIMH, TOCKOJIBKY OHU SIB-
JIAIOTCS. OAHMM M3 €€ MHCTPYMEHTOB. Tak, ceifluac akTMBHO MpOJBUTA-
ercsl uaesl NepCOHATN3UPOBAHHON MEAUIIMHBI HOBOTO YPOBHSI, KOTOpast
3aKJIIOYaeTcs B TOM, YTO OKa3aHHE MOMOIIM CTPOUTCS Ha WHAUBHIY-
QIBHBIX TEHETHUecKuX ocoOeHHocTsx. Hampumep, mndopmanus wus
reHOMOB (OT pa3IMYHBIX OMOJOTHYECKUX OPTraHW3MOB) M UX MPOU3-
Boaubix (PHK, OenkoB M MeTaboIMTOB) UCTIONB3YETCS ISl IPUHATUS
MEIMIMHCKHX pelieHuid. M3ydeHne Bcero reHoma venoBeka (Wi, 1o
KpaliHel Mepe, 3HAUUTEIBHOM ero YacTH) TaK)Ke BaXKHO JUIS NPUHSITHUS
WHIUBUAYAJbHBIX MPOTHO30B pHCKa M pemeHnid o nedeHun. B KHP
MOMBITKA MCIPAaBUTh TEHOM YEIOBEYECKOro 3MOpHOHA OBUIM yCIIell-
HBIMH TOJIBKO B 5-10% ciryyasx [18].

Bonpuie BO3MOXHOCTH MOSIBIIAIOTCA ISl CO3/IaHUS KapThl TeHOMA
YeloBeKa M MaTOJIOTMYECKOH aHATOMHH €ro reHoma, Kotopas OyneT
coJiepkaTh MHPOPMAIHIO O MECTOHAXOKJICHUHU T€HOB, OTBETCTBEHHBIX
3a pa3BUTHE TEX WM MHBIX MaTOJIOTMYECKUX COCTOSHUN 30POBBS Ue-
JoBeka. MHOTHE maTTEpHBI SKCIPECCHH T'€HOB BO BCEM I€HOME TaKKe
Terephb JIErKO aHaIu3UpyloTcs. TakuM 00pa3oM, COCTOSIHUS 30POBBS
u OOJNE3HM Temepb MOTYT XapaKTEPH30BaTHCS HX MOJEKYJISIPHBIMHU
«OTIIeYaTKaMH MaJIBLEB» Ui pa3paboTKu 3HAUYUMBIX cTpaTtudep s
MOMYJSIUN MallMeHTOB M BBIICHEHHS MEXaHHCTUYECKUX MyTel Ha oc-
HOBE JJaHHBIX BCET0 T€HOMA.
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TepanocTHKa HampaBjieHa Ha MCIOIB30BAaHUE MOJICKYJISIPHOTO
aHaNM3a Ul TOCTHKCHHS ONTHMAJBHBIX MEIUIMHCKUX PE3YNIbTaTOB
IpU BEIACHUH OOJIC3HU HJIM MPEIPACIIONOKEHHOCTH MalMeHTa K 3a00-
neBanuo. JIHK-CKpHHUHT TIO3BOJISIET AMATHOCTHPOBATH T€HETUYCCKHE
OTKJIOHEHHSI B LIEJISIX OMpPEACICHHS NPUYNH UMEIOLIErocs 3a001eBaHHs
U BBISABJICHHS TiepedHsi (akTopoB pucka. OH oOecrieuuBaeT BO3MOK-
HOCTh pEaM3allii WHIMBUAYaJIbHOTO IOJIXOJa K JICUCHUIO M, KaK
CIICICTBUE, MOXKET CTUMYJIUPOBATh KaXKIOr0 MAIMEHTa K 3I0POBOMY
00pa3y JKH3HH C YY4ETOM MpEIOCTaBISIEMbIX 3HAHHWA O COOCTBEHHOM
37I0pOBBE.

B pamkax qaHHOTO HampaBlICHUS IUArHOCTUYECKUE HCCIICI0BAHUS
reHOMa IOMOTAIOT BBISBISATH OOJIBIIOE KOIMYECTBO MOJICKYIISIPHBIX
OMOMapKepoOB, OTHOCSIIMXCS K KOHKPETHBIM BapHaIMsM T'€HOB, B TOM
quciie U3MEHEHHBIX. OHU MOTYT MOATBEPAUTh KIMHHYECKUH THArHO3
3aJI0JITO JI0 TIOSIBJICHUS! KJIMHUYECKUX TPOsBICHUH 3a0oneBaHus (T.e.
IpU OTCYTCTBHH SBHOTO 3a00JICBaHMS), yKa3aTh Ha BOCIIPUUMUYHBOCTh
OpraHM3Ma 4YeoBeKa K MOTCHIMATbHOMY BOZHHKHOBEHUIO KOHKPETHOT'O
3a0oNeBaHus, NMpeAcKa3aTh NUPQPEepEeHIHATEHYI0 PEaKIMI0 YeIoBeKa
Ha JiedeHue 3a0osieBaHus. Takue OMOMapKepbl — OCHOBHOM HHCTPY-
MEHT JJISi HOBBIX HPOTHOCTHYECKUX M JUATHOCTUYECKUX TECTOB Ha
OCHOBE T€HOMHUKH, PE3yJIbTaThl KOTOPBIX MOT'YT OBITh HCIIOJIb30BAaHBI
MEIMIMHCKMM PAaOOTHUKOM JUIsi JAMAarHOCTHKU Kak caMHuX 3a0ojeBa-
HUI, TaK M TPEPACTIONOKESHHOCTH K HHM.

Heckonbko Tak Ha3bIBaeMBIX TEPAHOCTHYECKUX MPOIYKTOB YiKe
HaXOJSATCS HAa PHIHKE, HATIPUMEP TECThI: Ha TeHOTUITMPOBAHUE TPACTY-
3ymaba o Dako’s Hercep; Myriad BRCA1 / BRCA2 s onpeneneHus
pucka paka rpyau u ssmaaukos; Roche AmpliChip CYP 450, no3so-
JSIFOLIMA TIPOTHO3UPOBATH PEAKIMIO MALEHTa Ha Pa3JInYHBIC METOIbI
neuaenust; Monogram’s Trofile Co-Receptor Tropism Assay 1uisi BbIsB-
nenust BUU-un¢exuun; Bayer’s Trugene mis renorunuposanus BUY,
DNAPrint Genomics, pa3paOoTaHHBII AJIsI U3MEPEHUsST BEPOSTHOCTH
Pa3BUTUSI MHAITUM KaK HEOJarompusATHOrO OTBETa Ha OOBIYHO Ha3Ha-
JaeMbIe CTaTHHBI, TaKue Kak aropsactati (Lipitor, Pfizer) u cumBacra-
TuH (Zocor, Merck); HennBa3uBHbII kokHBII DermTech Ha MenaHoMy.

DTH JaHHBIE MOTYT OBITh HCIIOJB30BaHBl B PaMKax MEPBHYHOM
NpO(UIIAKTHKY B TENIAX BBISBICHHS MOIMYJISIMOHHBIX PUCKOB J0 BO3-
HUKHOBEHHsSI CHMIITOMOB 3a00JIeBaHusl (HarpuMep, KSHIIMHAM C TeHe-
THUYECKOW MPEIPACIIONIOKEHHOCTBIO K PaKy MOJIOYHOM JKeJIe3bl JOJKHBI
Yarie MpoBOAUTh MaMMorpaduio), pa3paOoTKi HOBBIX ()OPM OIICHKH
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pucKkoB (HampuMep, ONpeeNieHNe Y KEHIINH T'eHeTHYSCKUX BapUaluii,
YBEIMYMBAIOIINX PUCK Pa3BUTHS paKa MOJIOYHBIX JKENe3).

«[Iporpecc B MaHUMYJSIIUSX C TEHETHYECKUM MaTEPHAaIOM MPHBEI
K TIOSIBJICHUIO LIEJION MHIYCTPUU T€HHOW NPEAPOJOBON AMArHOCTUKHU
Ha TIpeIMET PEeIKuX, FeHeTHYecKn 0OYCIOBICHHBIX 3a00JeBaHUM, Ha-
npumep reModmimn (HECBOPAaYMBAEMOCTH KPOBH), CEPIIOBUIHOKICTOY-
HOW aHeMHH (HENPaBUIIBHOTO CTPOCHUSI KPACHBIX KPOBSIHBIX TEJEl),
cuaapoma Jlayna. [lapannensHo ¢ pa3BHUTHEM HOBBIX ()OPM AMArHO-
CTHKH y4YeHbIe pa3padaTbIBaloT WHHOBAIIMOHHBIE METOMBI YCTPAHEHHUS
TeHETUYECKHUX MTPUYMH HACICACTBEHHBIX 3a0oneBanuii» [19; 20].

Jlrobast reHernveckas AMATHOCTHKA TPeOyeT aJeKBaTHOM OLIEHKH
CBSI3aHHBIX C HEH OMACHOCTEH, a TakKe BO3MOXKHOCTH HE3aBHCHMOTO
KOHCYJIBTUPOBAHHUS 10 Pe3yJIbTaTaM KCCIICNOBAHUS O IPUHATHS pele-
HUS O JaTbHEHIIEM X0 JICYEHHUS! COTVIACHO HAlMOHAJIBHBIM M MEXKY-
HapOJHBIM HOpMaM. B cBsI3M ¢ 3THUM BCTaeT BOIPOC O HEOOXOAUMOCTH
co3ganus (hemepa’IbHOr0 MEAMKO-TEHETHUECKOr'0 PErucTpa B LENsAX
3¢ PEKTUBHOTO MEAMKO-TEHETUUYECKOr0 HaONIOACHUS 32 CEMBSAMH C
BBICOKOH CTENEHBI0 T€HETHYECKOTO PUCKa Pa3sBUTHS HACIEACTBEHHBIX
3aboneBanuii [21]. Mcrnonb3ys naHHBIE PErHCTpa, Bpadyl CMOTYT IpPO-
THO3MPOBAaTh PUCKH BO3HUKHOBEHHS 3a00JIeBaHIH y KOHKPETHOTO Yeso-
BEKA, COXPaHSTDH 3710POBbLE YEIOBEKY M €ro IMOTOMKaM, BBISIBJISITH POAO-
CJIOBHYIO Y€JIOBEKa, HCTOPUIO HECKOJIBKUX MOKOJICHHH ceMbH [22; 23].

I'enernyeckasi MPOrHOCTUYECKAas IAMArHOCTUKA, OCHOBAaHHAs Ha
CHUMIITOMaX, C TOMOIIIBIO MOJIEKYJISIPHOTO T€HETHYECKOT0 MOHUTOPUHTa
MO3BOJIUT WAECHTH()HULIMPOBATH TMOATHIEI 3a00JCBaHUN, KOTOpBIE HE
MOT'YT OBITh YCTAHOBJIEHBI KJIMHWUYECKH, W, KaK CIEACTBHE, MOMOXKET
copmupoBaTh TapreTHyro (apmakorepanuioo [24]. 3HaHUE 3THUX Me-
XaHU3MOB JaeT BO3MOXKHOCTH NMPHOJIM3UTHCS K KAYECTBEHHO HOBOMY
MOHUMAHHIO BOIIPOCOB, CBS3aHHBIX C MPOQUIAKTUKON, TUArHOCTHKOM
U JiedyeHrneM 3a0oneBaHuid. ITOroM MONEKyJISIpHBIX T€HETHYECKHUX HC-
CIICIOBaHUI JOJDKHA OBITH HE TOJIBKO MHQOpMAIus 00 0COOCHHOCTSIX
BapHaHTOB T'€HOB TOW MJIM MHOIH MeTa0OIMYECKOH 1IeNH, HO U COOTBET-
CTBYIOLIME PEKOMEHIAINH JJIs TallMeHTa U Bpaya [25].

Takum 00pa3oM, B KaueCcTBE TEXHOJOTHH MOJIEKYJSIPHOW TeHETH-
YECKOM AMAarHOCTUKU MOXKET OBITh MCIOJIB30BAHO KOMIUIEKCHOE H3Y-
YeHHE BCEX MEXaHM3MOB pealu3alliii [eHEeTHYecKOi MHQpOpManuyu Ha
Pa3NUYHBIX YPOBHAX CHUCTEMHOH OpraHu3alu OMONOTHYECKHX Opra-
HHU3MOB: OT MOMeHTa akTuBanuu reHoB JJHK (renomuka) no mepeHoca
TeHETHUYECKUX JaHHbIX Ha Moiekyiasl PHK (Tpanckpunromuka), Oen-
KOBBIX MOJIEKYJT (IPOTEOMHKA) U 0COOCHHOCTEH MeTabonu3ma u odpa-
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30BaHUs MeTaboNMUTOB (METabOJIOMHKA), YTO, B KOHEYHOM HMTOTe, pea-
nn3yercs B (PeHOTHIIe OMOMOTMYECKOr0 OpraH13Ma U POSIBIICHUSX €ro
3a00neBaHUil. OTH TEXHOJOIWH TPENOCTABISIOT IIUPOKUH CHEKTp
BO3MOXXHOCTEH. Bpinensior Tpu cuctemMooOpasymoomue o01acTH HX
NPUMCHEHHS B TIEPCOHAIM3UPOBAHHONW MeIMIHe:. 1) aHaau3 TeHOM-
HOTO monuMopdu3mMa (MeTo Npo(GUITaKTHKH); 2) TPOTEOMHBIA aHATN3
(Meron muarHoctuku); 3) HU(PPOBOE KOHCTPYHPOBAHUE JICKAPCTBEH-
HBIX cpenctB (Merox sedeHus). OMHUKC-TEXHOJIOTHH, OCHOBAaHHBIC Ha
JNOCTIDKEHHUSX TCHOMHKH, TPAaHCKPUITOMHUKH, HMPOTEOMHKH, METaboIIo-
MUKH, a TaKke (HapMakOreHOMHKH, 10 BCeW BHIUMOCTH, OyOyT UTpaTh
KITIOUEBYIO POJIb B IPOQUIAKTHKE M JICUCHUN PA3TUYHBIX 3a00JIeBaHUI
yenoBeka [3; 26; 27; 28; 29; 30; 31; 32].

WnrepecnsiM npenctasisercs JIHK-ckpunuHr cnoprcmenos. Ha
OCHOBaHUM T€HETHYECKOT'0 MPOQHIIs CHOPTCMEHA CHOPTUBHBIC BpayH
ONpeneNsoT Hanbonee npruemiembie U 3G QPeKTUBHBIE CIIOCOOBI Jieue-
HUSl €ro npoQeccHoHaIFHOrO 3a00neBaHus. 3apyOeKHBIMH YICHBIMHU
npegiaraerca MUHUManbHbI JJHK-ckpuHUHT s cocTaBieHus rexe-
THYECKOT'0 MAcHopTa CHOPTCMEHA, BKIIOYAIOUIMK CIeAyIolue Mo3u-
iy [33; 34]:

» WHIVBHIYaJIbHOW BPOXICHHOH IPEIpacnolokeHHOCTH K
OIpeNeICHHBIM BUaM (prU3HUecKoi Harpys3Ky,

» TCHOB, CBSI3aHHBIX C MBIIICYHOW KOMITO3HLUEH (COOTHOIICHUE
OBICTPBIX U MEIJICHHBIX MBIIICYHBIX BOJOKOH B MBIIIIAX);

» TEHOB, YYaCTBYIOLIMX B Pa3BUTHH BOCHAIUTEIBHBIX U perapa-
TUBHBIX PEAKLUI CKEIETHBIX MBILIIII;

» TCHOB, YYAaCTBYIOIIMX B PETYISIMU BEIHMYMHBI apTEPHAIBHOTO
JaBJICHUS KPOBH,

» TEHOB, ONPEICIAIONINX 0COOCHHOCTH OCIIKOBOT'0, YIIIEBOIAHOTIO
1 )KUPOBOTr0 0OMEHa BEIIECTB,;

» TCHOB, aCCOLMHMPOBAHHBIX C DHEPreTHYCCKUM OOECIIeYeHHEM
MBILIIII;

» TEHOB, CONPSDKCHHBIX ¢ (HU3MOIOrHUecKUMH d(PPeKTaMu aHa-
OOJMYECKUX TOPMOHOB (TOPMOHA POCTa, MHCYIMHONOAOOHOTO (hakTo-
pa pocra-1, TecrocTepoHa, HHCYJINHA);

» TCHOB, PErYIUPYIOUIUX CUTHAJIBHBIC IIyTH B CKEJIETHBIX MBbI-
LIEYHBIX BOJIOKHAX;

» TCHOB, CBSI3aHHBIX C DKCIPECCHUEH PEIENTOPHBIX OCIKOB IS
psiia HEHPOTPAHCMHUTTEPOB — PErYISTOPOB AKTUBHOCTH JBUTATEIBHBIX
IIEHTPOB MO3ra U AMOLMOHAIBHO-MOTHBAIIMOHHBIX COCTOSIHUN (10(a-
MHHA, CEpOTOHMHA U JIp.).
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Hanneiii nepedens [IHK-ckpruHuHTa 3akiafblBacT OCHOBY IS
BHEJIPEHUSI CUCTEMBI T€HETHUECKON MacrnopTU3alii He TOJIBKO CIIOPT-
CMEHOB, HO M Bcero Hacenenusi Poccuiickoit ®enepanuu: k 2025 .
TUTAHUPYETCsI CO3/IaHNE TEHETHYECKUX MachopToB rpaxknad. Ilossie-
HHUE TEHETUYECKOr0 MacrnopTa Ha OCHOBE TIIATEIbHOTO TE€HETUYECKOT O
TECTUPOBaHHsI TIO3BOJIUT ONPEAETATH BO3MOKHBIE PUCKH 3a00eBaHUN
y 4eJIOBeKa M BEPOATHOCTH POXKIACHUS Y HEro JeTell ¢ KaKUMH-ITHO0
HACJICICTBEHHBIMU HapYIIEHUSAMHU. DTO, O€3yCIOBHO, BEAET K BO3HHK-
HOBEHHIO BOIPOCOB 3TUKO-TIPABOBOTO XapakTepa u TpeOyeT riy0oKoro
OCMBICIICHHSI HAYYHBIM MEAUIUHCKUM U IOPUINIECKIM COOOIIECTBOM.

dapMakOreHOMHKa B IEPCOHANM3UPOBAHHON MEIUIMTHE MOXKET
OBITH MCIIOJIB30BaHa Il MUHUMH3AIUU BEPOSATHOCTH BO3HUKHOBEHHS
HEKENaTebHBIX PEaKUWi Ha JEKapCTBEHHBIM Tpemnapar W rapaHTuu
TOr0, 4TO MAIEeHTaM Ha3HaudaeTcsi HanOonee 3pPeKTUBHBIN Tpenapar.
Ucnone3ys (apmMakoreHOMHKY, Bpaydl CMOTYT HPOTHO3UPOBATh HE
TOJIBKO TO, KaKoe JEKapCTBO MOIXOAWUT Il KOHKPETHOTO NalMeHTa,
HO ¥ €r0 ONTHMAJbHYIO 103Y.

Peaxmust manueHTOB Ha JIeKapCTBEHHBIN Ipemapar 4acTo CBs3aHa ¢
OOIIMMH TEHETHYECKHMMH BapHaLMSIMH, MPUCYTCTBYIOIIMMH B TEHAaX.
OnHUM U3 THIIOB TEHETUYECKUX BapHalUi SBISIIOTCS OJHOHYKICOTHI-
HBIE TOTMMOP(GU3MBL. 3HaHHE THIIOB TeHETUYECKIX BapUalyii, MPUCYT-
CTBYIOILMX Y TallMEHTa, MOJKET MOMOYb MPOTHOZUPOBATH CBSI3aHHBIN C
HUMH OTBET Ha JIEKapcTBO, T.€. MpEeACKazaTh, y KOro OymeT Hexerna-
TeNbHAs peaklus Ha JISKapCTBEHHBIN Mpenapar eme 10 TOro, Kak Ima-
LOUEHT Ha4yHeT ero npuHuMaTh. CTaHgapTHas J03a MOXET OKa3aThCs
TOKCUYHOH JUISI OTHOT'O M3 JIECSTH YEIOBEK, KOTOPHIM Ha3HAUMIN OAUH
W TOT e Mpemnapar, u3-3a TeHeTHIecKoi u3MeHunBocTy. Hampumep, y
OITHOTO YEeIOBEKa MOXKET ObITh FeHeTHUecKas Bapualys, KoTopas 3a-
CTaBJISIET JICKAPCTBO OCTABATHCS B OPTaHU3ME JOJIbIIE, YeM OOBIYHO, U
BBI3BIBATh CEpPhe3HbIE MOOOYHBIE YPQEKTH; y APYroro 4eaoBeKa Mo-
XeT OBITh Bapualys, KOTopas JeJaeT JIEKapcTBO MeHee d(PPEKTUBHBIM.
[Ipu BIsIBIEHNN BapUalliK yYEHBIE MOTYT COIIOCTaBHUTh €€ C peaKuueit
Ha KOHKPETHOE JIEKapCTBO, a 3aTeM pa3paboTaTh HWHAWBUIYaJbHBIN
MOJXO0J K MEULIMHE.

PasButne TexHomoruu (papMaKOTEHETHKH HPEIOCTABUT BO3MOXK-
HOCTb BpauaM-KJIMHHULUCTaM B CBOCH MPAKTHUKE UCIIOJIB30BATh TaKOM
JTMArHOCTUYCCKUI MHCTPYMEHT, KakK «(hapMaKOKWMHETHYECKOES TECTH-
poBaHue». OHO TO3BOJISIET BBISBISTH T€HETHYECKHE OCOOEHHOCTH IIa-
IEeHTa, 00yciIoBIMBaroNme oTBeT (3P ekTuBHbIH / Hed)HEeKTUBHBII),
100 OMPENENUT PUCK PA3BUTHUS HEOIATONMPUATHBIX /| HEXETATSIbHBIX
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peakIuii opraHu3Ma Ha KOHKPETHOE JIEKAPCTBEHHOE CPEACTBO. Mexay
TEM TOYHBIA IMPOTHO3 O JIEKAPCTBEHHOM OTBETE MMEET pellarollee
3HAYCHHUE JUIs MHIUBHIyalbHOro jteueHus [35]. Hanpumep, mepen tem
KakK MalUeHT C PakoM Ipyau MPUMET pa3oBYIO 103y XMMHUOTEPAINIEBTHU-
YEeCKOro JIEKapCTBEHHOI'0 Mpernapara, eMy OyJeT MpOBEIeH aHau3
KpPOBH C LENBIO BBIAICHUTh, KAKHE TEHETUUECKUE BapHaLliU y HETo Mpu-
CYTCTBYIOT. T€CT MOXKET MOKa3aTh FeHETUYECKYI0 U3MEHYMBOCTH, KO-
TOpasi MOYKET HEraTHUBHO IMOBIUATH HA COCTOSHHUE MaleHTa. B Takom
cllydae Bpad MEHSET CXeMy XHUMHOTEPareBTHYECKOTO JIeUeHHs JTHO0
M3MEHAET JO03MPOBKY JIEKAPCTBEHHOIO Ipenapara B COOTBETCTBUU C
TeHETHYECKUM NpoQuieM NanreHTa.

OTa TEXHOJOTUS MOMOXKET BpadyaM HE TOJIBKO WHAWBHIYaTU3HUPO-
BaTh MEIMKAMEHTO3HYIO TEpaluio, HO M TMOBBICUTH 3(PPEKTUBHOCTD
JIEKapCTBEHHOI'0 Tpenapara, CHU3UTh BEPOSTHOCTh HEXENATENbHBIX
peakuil Ha JEeKapCTBEHHBIC IMpemapaThl M, KaK CJIEICTBUE, CIKOHO-
MHTB pacxofibl B cdepe 3npaBooxpaneHus [36; 37]. DTy Touky 3peHus
noanepxxkubaet B.A. UepemiHes, monararmmuid, 4To MEPCOHATUZUPO-
BaHHasg MEAMLMHA HeoOXoAWMa Uil CO3IaHUs NMEPCOHATBHOrO IiaHa
MEHEKMEHTa 370pOBbsl Ha OCHOBE WHAMBHIYAJBHOIO MOAXOAAa K
CTpaTeruu TapreTHoi Tepanuu 3aboneBanuii [38], a tawke JI.M. Men-
BEZIEBA, IO CJIOBAM KOTOPOM, MEPCOHAIU3UPOBAHHASI METUIIMHA BKIIIO-
YaeT MHOUBHIYaJIbHBIA MONOOp JIEKAPCTBEHHOW TEpalul C yYETOM
OCOOCHHOCTEH OpraHu3Ma NalWeHTa W pa3pabdOoTKy IepCOHANBHOTO
KJIETOYHOI'0 MPOIYKTa Ha OCHOBE KJICTOYHBIX TEXHOJOTHUH (Hampumep,
BaKIMHBI OT KOHKPETHOI'O OHKOJOTrMYeckoro 3aboneBanus) [39].
B nanbHeleM 3TO MO3BOIUT pa3BUBaTh TaKHME MHHOBAIMOHHBIEC TEX-
HOJIOTUW TIEPCOHAIM3UPOBAHHOW MEAWIIMHBI, KaK TeHHas Tepamus,
BKJIIOUYAsl TEHETHYECKOE PENAaKTUPOBAHUE U TE€HONPOTE3NPOBAHUE MY-
THUPOBABIINX T'€HOB.

Ha coBpeMeHHOM 3Tane MeAWIIMHCKAsE TOMOIIb OOJIBHBIM C BPOXK-
JICHHBIMU U (MJIM) HACJICACTBEHHBIMHU 3a00JICBAaHHSMHU OKa3bIBACTCS B
MEIMIMHCKUX OpraHu3alusax B cooTBETCTBUM ¢ «[lopsakom oxazaHus
MEIIMIUHCKOH TTOMOIIH OOJBHBIM C BPOXIICHHBIMHU U (MJIM) HACIICACT-
BEHHBIMH 3a00JIEBaHUSMU», COIEPKAIIUM TpeOOBaHUS K OCHAIICHHIO
MEIIMKO-TCHETUYECKON KOHCYIbTaluid (LEHTPOB), B KOTOPBIX TOKHBI
OBITh TNPEAYCMOTPEHBI pa3lUYHbIE AMArHOCTUYECKHE TCHETHUYECKHE
nabopaTopuu (LIMTOreHETHYECKasi, MAacCOBOIO M CEIEKTHBHOIO CKpH-
HUHTA, MOJICKYJIIPHO-TCHETUYECKAsl, NPEHATAIbHOW THArHOCTHKH)
[39]. D10 cBUAETENBCTBYET O TOM, YTO MPABOBOH PEKHUM B YaCTH IPO-
BEJICHHS METOJIOB F'€HETUYECKOW TUarHOCTUKH YK€ YCTaHOBJICH.
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Ocraercs OTKPBITHIM BOIPOC O HEOOXOJUMOCTH CO3JaHUs LICHTpa
MOJIEKYJIAPHBIX TEHETUYECKUX HCCICAOBAHUHA B LENSIX BHEAPEHUS HX
PE3YNIBTATOB B PEAbHYIO MEAUIMHCKYIO IPAKTUKY B PAMKaX HHCTUTYTA
nepcoHanu3upoBanHoil MequuuHbl [40]. B cBsi3u ¢ aTUM 1enecoo0-
pasHbIM OyAeT co3laHHE PETHOHAJBHBIX LEHTPOB MOJIEKYIISPHBIX
TeHETUYCCKUX HCCIEeOBaHUN, B KOTOPBIX OYyJdET OCYIIECTBISATHCA
npoduIakTHUecKas, KOHCYJIbTaTHBHAs W JieueOHO-AMarHOCTUYECKast
MOMOIIb OOJIBHBIM C BPOXKICHHBIMH U (WJIM) HACJIEICTBEHHBIMHU 3a00-
JIEBaHUSMH, B TOM UYHUCIIE WieHaM UX ceMeil. OCHOBHas JeATEIbHOCTh
TaKuX LEHTPOB OyJeT HampaBlicHa Ha aKTHBHOE BBISBICHHE AETEH C
3a00JIeBaHUSIMH HACJICICTBEHHOTO I'eHEe3a MyTeM HCIIOIb30BaHUs TECT-
CHCTEM, MporpaMM OWOXUMHYECKOH JIUArHOCTHKH, CEJIEKTHBHOTO
CKpUHUHTA, TpoBeAeHus TuddepeHInanbHO-IMarHOCTUIECKUX MEpOo-
NPUATHIA TI0 BCEMY CHEKTPY HacCIeACTBEHHOH maromoruu. [lomoOHbIE
HEHTPHI JIOJDKHBI pacrojaraTh MOITHOM 1abopaTopHoi 0a3oit, obecrie-
YUBAIOIIEH COBPEMEHHBIH YPOBEHb JAWArHOCTHUKH HACJIEACTBEHHBIX
Oonesneit y nerei [21].

Ha cerognsmnuii AeHb YK€ UMEIOTCS CBEACHHS O Pa3BHUTHUH TEX-
HOJIOTUH TEHOMHOTO PENAKTUPOBAHMS, NPEKIE BCEr0 CHCTEMBI
CRISPR/Cas9, kotopbie MOATBEPIKIAIOTCS TAHHBIMH O TTATCHTHOM ak-
TUBHOCTH B OOJIACTH TEXHOJIOTUH TEHOMHOTO PEIaKTHPOBAHHS C
2018 r., 1eMOHCTPUPYIOIIMMH 3KCIIOHEHIINAIBHBIN POCT YKcia oXpa-
HOCIIOCOOHBIX TIPOMBIIIUICHHO MPUMEHUMBIX pereHui [41].

JlpyruM He MeHee Ba)KHBIM BEKTOPOM Pa3BHTHUS MEPCOHAIU3HUPO-
BaHHOM MEAMLUHBI, CBA3aHHOH C aHANM30M T'EHETHYECKHX U APYTHX
WHAWBUAYaIbHBIX [IAHHBIX O YeJOBEKE, NPEACTAaBIACTCS CO3JaHUE
0100aHKOB Il HAKOIJICHUSI HH(POPMALIMU O B3aHMOCBSI3H MEKIY pas-
JUYHBIMU OMOMapKepaMH M PUCKOM Pa3BUTHS OINpEAeSICHHBIX 3a00ie-
Banuii [31]. ITo cmoBam X.II. Tupaca, OMOOAHKH — 3TO XpaHWIUILE
reHeTHYecKoi MH(OpManyu METUIMHCKOTro XapakTepa (Harmpumep, o
TEHETUYECKOM CEKBEHUPOBAHHMH) M OJJMH U3 HaHOOJIee MePCIIeKTHBHBIX
BUJIOB OHoOOrn4eckux pecypcoB [42]. B Hacrosiee Bpems B Poccun
YK€ JIeHCTBYET OKOJO JecATH OMOOAHKOB B KPYIHBIX MEAULIWHCKUX
OpraHu3auusix, 00beMbl 3aIOTHEHUS! KOTOPBIX 3aBHUCST OT TOTOBHOCTU
rpaXkIiaH KEepTBOBATh CBOU IT'€HETHUECKUE 00pasIIbl.

159



3akao4eHue

B coBpeMeHHOM MHpe MenuIMHa MEePEXOJUT Ha COBEPILIEHHO HO-
BbI 5Tam pa3BuTHs. HoBble NOCTIXEHUS OOCMIAIOT YBETHYHUTH MPO-
JOJDKUTENBHOCTD U Ka4eCTBO KHU3HU. [lepcoHanm3npoBaHHas MeIUIMHA
TpeOyeT OT 3APaBOOXPaHEHUS W3MEHEHHUS TEKYIIUX MOJIXOIO0B K K-
HUYECKHM HCTBITAHUSAM, MPaBaM HHTEUIEKTYaIbHOW COOCTBEHHOCTH,
MOJIMTHKE BO3MEIIEHHS PacX00B, KOHPHUACHINATHHOCTH TallUEHTOB.

K nepcoHann3npoBaHHOW MEOUIIMHE CETOAHS MPOSBIAETCS BCE
Oonblle HHTEpeca, MOCKOJIBKY OTKPBIBAIOTCS HOBBIC IEPCHEKTUBBI TSI
nepexoia Ha HOBBIM YPOBEHb Pa3BUTHS TapreTHOH Tepamuu ¢ y4eTOM
WHAMBUAYAJTBHBIX OCOOGHHOCTEH MalMeHTa C WUCIOJIb30BaHUEM MOJie-
KYJSIPHBIX METOJIOB JWArHOCTUKU. TepaHOCTHKa IO3BOJHT IPAKTHU-
KYIOIIUM BpayaM HCIOJIb30BaTh NOAPOOHYIO HHPOPMAIHIO O TEHOTHIIE
MalMeHTa, a TaKkkKe OTCICKUBATh WHANBUAYAIbHBIN TEpaneBTUYECKUH
PEKUM U OIIEHMBATh PEAKLUIO NMAIMEHTa Ha Hero. TecT Ui MPOTrHO3H-
POBaHUS MOOOYHBIX PEAKIUN WM YCTOWYMBOCTHU K JIEKAPCTBY WM IS
LeNeBoro oTbopa ManueHToB Uil KIWHUYECKOTO HMCCIEOBaHMS 3HA-
YUTENFHO CHU)KAET PUCK KIIMHMYECKOH HeyaauH, a pa3paboTka Jexap-
CTBa Ha OCHOBE I'€HETHYECKOW MH(OpMAIMK COKpallaeT BpeMs, HeoO-
XOAMMOE JIJIs 3TOTO IMpollecca.

BHenpenne nepcoHanM3MpPOBaHHOW METULIMHBEI MPUBEAET K Clie-
IYIOIIMM M3MEHEHUSIM: CMEIICHHUIO aKLeHTa B MEAUIIMHE Ha MPOQHIIaK-
TUKY; (POPMHPOBAHUIO HOBBIX TOAXOAOB K OTKPBHITUIO JIEKAPCTBEHHBIX
CPEACTB, WHIMBHIYaJIbHOMY INPUMEHEHHUIO JIEKAPCTBEHHOM Teparuy,
MIPUMEHEHHUIO TapreTHOW Tepalliy M COKpAIIEHUIO KOJIMYECTBAa Ha3HA-
YaeMBIX W BBIITHCHIBAEMBIX JIEKAPCTBEHHBIX MPENapaTOB; TOBBILICHUIO
YPOBHS 0€30MaCHOCTH MPUMEHEHHS JIEKapCTBEHHBIX IIpenapaToB 3a
CUYET YCTpaHEHUS BO3HUKHOBEHMS HEXENATENbHBIX JIEKapCTBEHHBIX
peaKIuil Ha HUX; MOBBIIICHUIO CTENEHN NMPUBEPKEHHOCTH MALMEHTOB
K JICYCHUIO W 3[0pOBOMY 00pa3y >KHU3HU, COKPALICHUIO BPEMEHHBIX U
(DMHAHCOBBIX 3aTpaT Ha KJIMHUYECKHE MCCIECAOBAHUS; CHIKECHHUIO 00-
IIUX 3aTpaT Ha IPOU3BOACTBO JIEKAPCTBEHHBIX MIPENApaToOB; Pa3BUTHIO
HOBBIX KJIFOYEBBIX HHHOBAIIMOHHBIX TEXHOJIOTHI (KJIETOYHOM M TKaHe-
BOW WH)KEHEPHH, TEHOMHBIX U IOCTT€HOMHBIX TEXHOJOIHH, (apMaxo-
reHetukn u JIHK-mapkepoB), yCKOpSIOUIMX pa3BHTUE MEPCOHATH3H-
POBaHHOM MEIWIMHBI, B TOM 4YHKCie i1 Oojiee OBICTPOro W TOYHOTO
JEKOIUPOBAHUS T€HOMA YeJIOBEKa.

CTpeMHUTENbHO Pa3BUBAIOLIASCS EPCOHATM3NPOBAHHA MEIUIIMHA
HY)KJaeTcsl B AajbHEHIIEM HCCIIeJOBAHUN OMOITUYECKOW U MPaBOBOM
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MPUPOJIBI, €€ CUCTEMOOOPAa3yIONMX MPU3HAKOB, YTO MPEACTABIISET Or-
POMHBII Hay4HBIH W TPAKTHUYECKHA WHTEPEC IUISI METUITMHCKOTO M
FOpUARYECKOT0 coo0IIecTB. B HacTosmmii MoMeHT miporiecc popmupo-
BaHUS TIEPCOHATH3UPOBAHHON MEIUIIMHBI HAXOAUTCS Ha CTaJHU 00Cy-
YKJICHUS KOHIICTITYaIBHBIX ITOJIOKEHUN OYIYIIETo MPaBOBOTO PEKUMA.
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A.JL XoxiaoB

ITUKO-IIPABOBBIE ACIIEKTbBI
PA3BUTHUA BUOBAHKHHI'A

Annomayus. B rmaBe packpbiBaeTcs creni(uKa 3THICCKUX U MTPABOBBIX MPOOIeM
pa3BuTHA OMOOAHKOB, CBS3aHHBIX C HATMYMEM HECKOIBKUX CYOBEKTOB, 331 ICTBOBAH-
HBIX B TONYYEHNH, XPaHECHUH U UCIIONB30BaHNH Ononornaeckoro marepuana. Ocoboe
BHUMaHHE YAeIsIeTCs AOOpOBOINBHOMY HH(OPMHPOBAHHOMY COTJIACHIO. AHAIU3HPY-
FOTCS dTHYECKHE TPeOOBaHUS K IMUPOKOMY MHG)OPMHPOBAHHOMY COTJIACHIO, MOZIEIH
MHOTOYPOBHEBOTO COTJIACHS M OCOOCHHOCTH TUHAMHUYECKOTO COTJIACHSA. AKIECHTHPY-
eTcsl HeOOXOIMMOCTh 3aIlIUThl KOH(UACHIIMATBHOCTH Ha BCEX JdTamax mpoiecca Ouo-
OaHKHMpOBaHMA. PaccMaTpuBaeTCsl poib STHUECKUX KOMHUTETOB B pa3paboTKe m odec-
MIEYCHUH STUYECKHUX CTAaHJAPTOB PA3BUTHUS OMOOAHKOB.

Knrouesvie cnosa: 0mobaHK, WHPOPMUPOBAHHOE CoOTJAcHe, KOH(DHICHIIHATB-
HOCTb, dTHYCCKHN KOMHUTET.

MHoOro IUCKycCHii M HEpPEIICHHBIX OMOATHYECKUX BOIPOCOB CBS-
3aHO C cHCTeMOl OnMoOaHKMpoBaHus [1]. DTUUecKuii 1 TPaBOBOW KOH-
(bIMKTHI B EATEIEHOCTH OMOOAHKOB O0YCIIOBIICHBI HATMYAEM HECKOJIb-
KHX CYOBbEKTOB IIpoIlecca, 3aIeHCTBOBAHHEIX B MOMYYCHUH, XPAaHSHUU U
WCIOJIh30BAaHUKM OMOJOTMYECKOr0 Marepuana. Hampumep, TOHOpHI
Onomarepualia 3aMHTEPECOBAHBI B O0CCIIEYEHUH KOH(UICHIIHAILHO-
CTH ¥ MH(GOPMHUPOBAHUY C IIEIHI0 KOHTPOJS 32 WCIOJIb30BAHUEM Ma-
TepuanoB 6nobankoM. Branenbiiam OnobaHka, HalPOTHB, HYKHA aBTO-
HOMHOCTb WCHOJIb30BaHMsI MaTEPUAIOB U HE3aBHCUMOCThH OT JIOHOPOB,
YTOOBI PACIIUPUTH BO3MOKHOCTH HAYYHOTO U KOMMEPUYECKOTO TIpUMe-
HEHMs. YUeHBIC 3aMHTEPECOBAHBI B CBOOOTHOM U OECILIATHOM JIOCTYIIE
K OMO0aHKy Ui TIPOBEACHUS WUCCICAOBaHWUN 1O (hapMaKOTCHETHKE,
AMUACMHUOIOTHH, TIOMYJISIIIMOHHBIX UCCICAOBAHUN U T.]I.

WunuBua, 4ypu OWMONOTMYECKHE MaTepuaibl U COMYTCTBYIOIINC
JTAaHHBIC HCIIONB3YIOTCS B HAYYHOM IPOCKTE, SBISACTCS €ro y4acTHHU-
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KOM, TIO3TOMY B JJaHHOW CUTYaIlUu JNEUCTBYIOT 3THUYECKUE PYKOBOIIS-
IIMe MPUHITUITBI, KaCArOIINecss YYaCTHUKOB HAaYYHBIX HCCIICOBAHMIA
[Monmasasroriee GONBITUHCTBO JIIOJICH HE BO3PAXKAIOT MPOTHB ITOMEIIIe-
HUS WX OWOJOTMYECKHUX MATEPUATOB M COMYTCTBYIOIIMX JaHHBIX B
OMOOaHKH M HCITOJIb30BaHUS UX B HAYYHBIX IEIAX paau odriero Onara.
BMecTe ¢ TeM YeNoOBeK, YbH MaTepHaibl HAXOATCsA B OuobaHke (m0-
HOp), B MIPUHIIMIIC JODKEH JaTh SICHO BRIPAXKEHHOE pa3pelIcHUe Ha HX
Oyny1iee ucronb3oBanue [2].

KittoueBbie aTHueckue mpooiieMbl OM00aHKUPOBAHHUS BKITFOYAOT:

*  moJy4yeHHe WH()OPMUPOBAHHOTO COTIIACHS;

* mpoueaypy MHQOPMHPOBAHHOTO OTKa3a OT aBTOMAaTHYECKOTO
cTaryca JIOHOpa JJIs HayYHBIX UCCIICAOBAaHUN Ha OCTATOYHBIX TKAHSX;

*  MPaBO Ha OT3BIB COTJIACHS;

* obecrnieueHue KOH(PHUACHIIMATHHOCTA U BO3MOXKHOCTh HJICHTH-
(ukanuu 6MO0OPa3IoB,;

* wmH(poOpMUpOBaHWE JOHOpPA O pe3yiabTaTax W BEIBOJAX, BXO-
JUBIINX W HE BXOJUBIIUX B 33J1a4y HCCIICIOBAHYIS;

*  yYacTHE HECOBEPIICHHOJETHHX M B3POCIBIX, HE CHOCOOHBIX
JaTh HH(POPMUPOBAHHOE COTJIACHE;

*  pacrmpenencHue BhITO,

*  MpaBO COOCTBEHHOCTH Ha OMOJIOTUYECKHE MATEPUAIIHI,

e  00MEH JaHHBIMU;

*  BONPOCH OOMEHA M XpaHCHHUSI B MMyOJTMYHBIX PEO3UTOPHSIX.

Crnemyer OTHENBHO OCTAHOBHTHCA Ha TpoOieMe WH(pOpMUpOBaH-
HOTO COTJIACHS TIPY CO3JIaHUM U MCIIOJIb30BAHUU MaTepHUaioB OMOOaH-
ka. Ecmu o nmanpHelinieM mpuMEHEHWH OHOJIOTHYECKUX MAaTepUAJIOB
M3BECTHO HAa MOMEHT UX U3BATHS, TO HEOOXOIMMO MOTYYUTh WHIUBU-
IyanbHOE WH()OPMUPOBAHHOE COTJIACHE, KOTOPOE JOJDKHO 3allUINaTh
ABTOHOMHOCTH JHUYHOCTH. OHO HEOOXOMHMMO, €CIU B HCCIIEIOBAHUU
YYacTBYIOT JIIOJIM, MX TCHETUYCCKHH MaTepuall WIA TMepCOHATBHEIC
naHHble. JroaIM, KoTophie HE OBLTH CIOCOOHBI JaTh HH(OPMHPOBAH-
HOE CorJiacue, MoKa XpPaHWIICS X OWOJIOTMYECKUN Matepuall, Heo0Xo-
JIUMO TIPEIOCTaBUTh BO3MOXKHOCTH JIaTh COTJAacHE JUOO 3asiBUTH 00
OTKa3e, €CIH HCCIIEAOBATEIIM H3BECTHO HIIM JOKHO OBLIO OBITH M3-
BECTHO, YTO JaHHBIH CyOBEKT 00pes CHOCOOHOCTH ATO cenath [2].

NunuBuayansHoe MHGOPMUPOBAHHOE COTJIACHUE COCTOHUT U3 TPEX
OCHOBHBIX YAaCTeW: TOJHOTHI WMH(OpMAIUU, YTBEPXKACHUS O J0OpO-
BOJILHOCTH, TIPaBOBOT'0 0OOCHOBaHMS. DTO 03HAYAET, YTO MPEKIC YeM
COTJIACUTHCS, IOHOP OMOJIOrMYECKOr0 MaTepHala JOJKSH MOJIHOCTHIO
0CO3HABATh CBOIO POJIb B UCCIICOBAHUHU H €T0 1Ielb, 3HATh O BO3MOXK-
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HBIX PHCKaxX M TMOOOYHBIX SIBICHUSX, @ TAaK)KE€ UMETh BO3MOXXHOCTb OT-
Ka3aTbCsl OT y4acTusl B MCCIEOOBaHWU WM NOKWHYTH €r0 B JIIOOOH
MOMEHT.

Ocoboe BHUMaHHE clieyeT 00paliaTh Ha ySI3BUMBbIE TPYIIIBI JIAL] —
JeTel, Moael crapiieil BO3pacTHOW TPYMIIbL, JIUI C OrPaHUYCHHBIMHU
BO3MOKHOCTSIMH, JIOJDKHBI TaKK€ YUMTHIBATHCS HAIMOHAJIBHBIE OCO-
6enHoctn. HeoOXomuMo yduThIBaTh TeorpauuecKie, couuaibHble U
penuruo3neie paznuynsd. CBs3aHHbIE C HUMH TPOOJIEMBbI HE MOTYT OBITH
peLIeHBl YIOBIETBOPUTEIBHBIM 00pa3oM C MIOMOILBIO YHUBEPCATBHOU U
CTAaHAAPTU3UPOBAHHOH (OpMBI HHPOPMUPOBAHHOTO COTJIACHSI.

Haunbonpimme auckyccuu BbI3bIBaeT WH(OPMHUPOBAHHOE COTJIacHE
Ha cOop W xpaHeHHe OMO0OPa3LOB Al OYAYIIUX HCCICAOBaHHM, OT-
HOCHUTEIBHO KOTOPBIX MOKA HET YETKOTO MpPEACTaBJICHUS, KaK U KOoraa
OHU OynayT mpoBOAUTHCSA. OCHOBHAS STHUYECKAs KOJUIM3HMSA BO3HUKAET
MEKIY HEOOXOOUMOCTBIO OOECHeYHTh TrapaHTUU COONIOAEHHS NpaB
CyOBbeKTOB (CyOBEKT JIOJDKEH OBITh 4eTKO MH(OPMHUPOBAH O Tpel-
CTOSILIIEM HCCIICIOBAHHUN) U COOJTIOICHUEM MTPUHIIMIIA aBTOHOMUH.

B PykoBonctBe ans wieHoB KoMUTETOB MO ATHUECKOM HKCIEPTH3E
uccienoBanuii (Coser EBporsr, 2010 1.) XpaHEHHIO U MCIIOIB30BAHUIO
OMOJIOTMYECKUX MaTEpHAIOB M COMYTCTBYIOIMX JaHHBIX OMOOaHKaMU B
OymylieM B Hay4HBIX LENAX MOCBALIeH PykoBoasumii npuHimm Nell,
Korga c6op 00pa3ioB Mpou3BOAMTCS B HAYYHBIX LEMAX, TO y JHLA, Y
KOTOpOro MaTepuall Obl MepBOHAYAIBHO H3BAT, HEOOXOIUMO TIONIY-
YUTH CHEHaIbHOE WH(POPMUPOBAHHOE COTJIACHE Ha ONpeleseHHBIH
BUJ WCIIOJIb30BaHUS WM IIUPOKOE MH(POPMUPOBAHHOE cOrjacue Ha
HEYTOYHEHHBI BHJ HCIIOJIb30BAHUS B OyAymieM. DTHYECKas MpHEM-
JIEMOCTh IIMPOKOTO MH()OPMHUPOBAHHOIO COTJIACHS 3aBHCHUT OT CyIIIe-
CTBYIOLICH CUCTEMBI yIipaBieHus [2].

HecmoTtpst Ha omaceHus, Tak Ha3blBaeMOE IIMPOKOE COTJacue»
(anen. broad consent) siensiercst Hanbosee MPUEMIIEMBIM BUIOM COTJIa-
cust Ansl OyAyIMX MCCIEeNOBAaHUHM, JETaqd KOTOPbIX HE M3BECTHBI Ha
MOMEHT MOJTYYECHHS COrIacusl.

[upokoe WHGOPMHUPOBAHHOE COTJIACHE OXBATBHIBACT LIEIBIH PSII
croco0oB OymyIIero Hay4HOTO HCIIONB30BaHUS OHOJIOTHYECKHX 00-
pas3loB, OTHOCHTENBFHO KOTOPBHIX €ro MpenocTaBisiioT. Bmecte ¢ Tem
3TO He 0e30rOBOPOYHOE COTJIACHE, KOTOPOE MO3BOJISIET MCIOIb30BAThH
Ouonornyeckuii Matepuai B OyaymieM 0e3 Kakux-muOo OrpaHuYeHHH.
Hanpotus, mmpokoe nHGOpMHUPOBaHHOE COTTIacHe HAKIAABIBAET OIpe-
JeTIEHHBIE paMKH Ha OyIylee MCIOoIb30BaHME OMONOrMYECKUX MaTe-
puanoB [2]. Illupokoe MHGOPMUPOBAHHOE COTJIACHE MMEET MPEeuMy-
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LIECTBO, MOCKOJIbKY He TpeOyeT MOBTOPHOIO KOHTAaKTa. TOJNBKO B TOM
cilydae, eciii CyOBeKThl MCCIeOBaHUS Aal0T LIMPOKOE corjacue, Io-
BTOpPHOE coriacue He Tpebyercs. Bo Bcex ocTalbHBIX ciydasx HEoO-
XOIMMO 3aIlpallliBaTh MOBTOPHOE COTIacue cyOobekToB [1].

K nHacrosimemy MOMEHTY NpPaKTHYeCKH CQOPMHUPOBAIOCH oOIiee
MOHUMaHHE TEPMUHA <IIUPOKOE COrJlacHe», KOTOpOE NPEACTaBIIIET
co0oif Moaens MHPOPMUPOBAHHOTO COTJIacusi HA HE KOHKPETHU3HUPO-
BaHHBII JMana3oH IEHCTBUH ¢ OMooOpasLaMu MO BHIAM HCCIENOBa-
HUH 1 1o BpeMeHH. O0s3aTeTbHBIMA KOMIIOHEHTAMH TaKOT'O COTJIACHS
SBIISIIOTCA  YCJIOBHSA NPEAOCTABICHUS TEPBUYHOM HWHpOpMamuu 00
WHUIHATOpE cOopa, paspeleHns 1 0O00PEHUS TAKOH AeATENbHOCTH I10
cbopy OmomarepuasoB, NpPEAyCMOTPEHHAsh BO3MOXKHOCTh OTKasza OT
coriacus. OJHAKO NpH MOJNyYEHUH HIMPOKOr'0 COTJIACUs UCCIleNoBaTe-
JI HE MOT'YT B TIOJTHOH Mepe HH(OPMHUPOBATh NOTEHLIUAIBHOTO y4acT-
HHUKa 000 BCEX TUIAHUPYEMBIX BHIAX TECTOB U aHAJM30B, I KOTOPBIX
notpedyercsa ero 6momarepuan. lupokoe cormacue MOXeET Mpemnio-
XKHUTb TOJHKO OLCHKY BO3MOXKHOCTH aKTHBHOTO y4acTUsl B HAaYYHBIX
WCCIIEIOBAHUAX C aJbTPYHUCTUUECKONW TOYKHU 3PEHUS, YTO OMHOBPEMEH-
HO SIBJISICTCSI ¥ €r0 MPEUMYIIIECTBOM, U €ro HemocTaTtkoM [3].

[IpenMy1iecTBO COCTOMT B TOM, YTO MOJYYEHUE COTJIACHS U HAKOI-
JIEHUE Pe3yIbTaTOB MPOUCXOIUT ropas3io ObICTpee, BO3MOXKHA Iepea-
Ya 00€3IMYEHHBIX NEPCOHAIBHBIX JaHHBIX Il 00pabOTKU M aHaIu3a,
€CTh BO3MO)KHOCTh TPEAOCTaBICHUS HHPOPMAIMK MO BCEMY IPOEKTY
B LIEJIOM, HampuMep IO BBISBICHHBIM OMOMapKepaM WM TpUTTEpam
onpeznenaeHHoro 3aboneBanns. HemoctaTkoM SIBJISIETCS TO, UTO Y HEMO-
CPEACTBEHHOTO0 YYAaCTHHKA MPAaKTUYECKH HET BO3MOKHOCTH YIAIIUTh
CBOM TIEPCOHAJBbHBIE JaHHBIC, TOCKOJIBKY OHHU YK€ OBLIM HCIONb30Ba-
HBI, ¥ B KauecTBE KpaiiHel Mephl 3alUThl CBOCH aBTOHOMHHU CYOBEKT
WCCIIEIOBaHNSI MOXKET BBIOpPAaTh OTKa3 OT JAIbHEHIIEro y4yacTus B HC-
cnenoBanuy [3].

[Ipu npoBeAeHUN HCCIENOBAaHHUN, WCHONB3YIOMINX HIMPOKYIO MO-
JeTIb COTJIaCHs, MPaKTHYECKH HEBO3MOXKHO HH(OPMHUPOBATE O PE3yiib-
TaTax MCCIIENOBaHUs KOHKPETHOro JIOHOpa Ouomarepuana (CyObekra
MCCIICIOBaHMS), UCKITIOYCHA TAKXKE KaKas-MMOO0 3aluTa OT HEMpPeIBU-
JICHHBIX COOBITHH, HAIPHUMEP TaKKX, KaK HOPMaTUBHBIC W3MeHEeHUs [3].

B ¢opme mmpokoro nHGOPMHUPOBAHHOTO COTJIACHS CIENyeT yKa-
3bIBaTh [2]:

* HasHayeHHe OMOOAHKa;

* YCJIOBUS M NEPUOJ XpaHECHUS,

* [paBWiIa JOCTyna K OMO0aHKYy,
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* cHocoObI CBS3M JIOHOpa C XpaHUTeNeM OMoOaHKa W MONy4YeHUs
nHpOpMaLuK 0 OyAyIEM UCIONb30BaHUH;

* BO3MOXXHBIC BHBI UCIIOJIb30BAHUS MAaTEPUAJIOB M BHIbI OTPaHH-
4yeHHi (OXBATHIBAIOTCS JIM OHH TIOJHOCTBIO OMpENeICHHBIM Hay9YHBIM
MPOEKTOM WJIM HECKOJBKUMH MOJHOCTHIO WM YacCTUYHO Heompese-
JICHHBIMH UCCJICIOBAHUSIMHU);

* W3HAYAJBHYIO IeJb TAKOTO HCIOIB30BAHUS — TOJIBKO Ui (yH-
JaMEHTAJIbHBIX M TPUKJIAJHBIX M3BICKAHUHA WM TaKke B KOMMeEp4e-
CKHX LETISIX;

* HalIW4Me BO3MOXXHOCTH TOJYYEHHUsS pe3yibTaToB, KOTOPHIE HE
BXOIST B 3a/1a4y WCCIICIAOBAHMS, W IUIaHBI 10 UX JalbHEUIIEMY HC-
MOJIb30BAHUIO.

Komurery no stuke HeoOXoaumo yOenuThcs B TOM, YTO Mpensa-
raeMble MEpPOIPUSTHUS N0 3a00py MaTepHajoB, IPOTOKOJI UX XPaHECHUS
U Tpouenypa MOMy4YeHUS HH(OPMHPOBAHHOIO COTJIAcHsl OTBEYAIOT
9TUM TpeboBanusM [2]. Mcronp30BaHUe MIMPOKOTO COTIIACHs BO3JIara-
€T JOTONHUTEIbHYIO OTBETCTBEHHOCTh Ha KOMHTETHI 1O 3THKe. [lpu
pPaccMOTpEHHH TaKuX 3asSBOK YJICHb KOMHUTETOB IO 3THKE IOJKHBI
BCECTOPOHHE OLICHUTh COOTBETCTBHE MPEIACTABICHHONW MOJAEIH COTJIa-
CHsI LIEJISIM HaYYHOTO HCCIIEAOBaHMs, 8 3TO HEBO3MOXHO cliesaTh 6e3
MPEABAPUTENBHOTO O0YUYECHUS WM O3HAKOMIICHHUS C OIBITOM KOJUJIET H
CYILIECTBYIOIIMMH PEKOMEHIOBAaHHBIMU MOACIAMHU [3].

B 2017 r. KoHCynbTaTHBHBII KOMHUTET CEKpeTapsl MO BOIpPOCaM
3alIUTHl UCCIIENOBaHUHN YenoBeka MUHHCTEpPCTBA 3APAaBOOXPAHEHUS U
conuaneHbix ciyx06 CIHIA (U.S. Department of Health and Human
(HHS) Services Secretary’s Advisory Committee on Human Research
Protections — SACHRP) pa3paboran pekoMeHIauu N0 MPUMEHEHUIO
Mozenu mmpokoro cornacus (Recommendations for Broad Consent
Guidance) [4]. Jns Toro 4ToObl MIMPOKOE COTIACHe CTAJO IOpUANYe-
CKH 3HaYMMBIM, OHO JIOJDKHO COZICPXKATh CIEAYIOIINE SJIEMEHTHI

* omucaHue JIOOBIX Pa3yMHO MPENCKa3yeMbIX PHUCKOB MU He-
yI0OCTB [Tt CyOBEKTa;

* OmMcaHue JIOOBIX MPEUMYIIECTB AJISl CyOBEKTa MM APYTUX JIHII,
KOTOpBIE MOXXHO Pa3yMHO OXHJIATh OT UCCIICIOBAHUS,

* 3asBJICHUE, ONMHCHIBAIOIIEE CTENICHb MOAAeP KaHUsI KOH(DUICHIIH-
IBHOCTH 3aIlucel, HACHTU(UIHUPYIOMINX CyObEKT;

* 3asBJICHUE O TOM, YTO Y4acTHe SBJISIETCS JOOPOBONBHBIM, OTKa3
OT yd4acTHs HE IMOBJIEYET 3a COOOH ITpadHBIX CAaHKUMK WIH TOTEPU
MPEUMYIIECTB, Ha KOTOpBhIE CYOBEKT UMEET MHOE MPaBO, U CYOBEKT
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MOXeET MPEKpaTUTh yyacTue B 00oe Bpems 0e3 mTpada uix noTepu
MPEUMYIIECTB, HAa KOTOPbIE CYyObEKT UMEET HHOE IPaBo;

* (mpu HEOOXOMMOCTH) 3asIBIICHUE O TOM, YTO OMO0OPA3LbI CYyOB-
ekTa (make eciu MIACHTU(UKATOPHI YAAICHBI) MOTYT OBITh HCIIOIB30-
BaHbl B KOMMEPUYECKHX IIENSIX, U O TOM, OyJAeT I CyOBeKT MOIydaTh
NpUOBLIb OT 3TOM KOMMEPYECKOH 1eITeIbHOCTH;

* (mpu HEOOXOAMMOCTH) VISl MCCIICNOBAHHMI OMOIOTHYECKUX 00-
pasuoB, OyIeT M WIK MOXKET HCCliefoBaHue (eClM 3TO HM3BECTHO)
BKJIIOYATh B ce0sl CEKBEHUPOBaHHUE BCETO T€HOMA,

* o0Iee onHMcaHue THIOB MCCIENOBAHUN, KOTOPbIE MOTYT TIPOBO-
TOUTHCS C HASHTU(UIUPYEMON YacTHON MH(pOpMaeld Wi UACHTUDH-
OUpYyEeMBIMH OMoOIpenapaTaMi;, OHO JTOJDKHO BKJIIOYaTh B ceDs JocTa-
TOYHO WH(OPMALWH, YTOOBI Pa3yMHBIA UYENIOBEK MOT OXKWAATh, KaKHe
THUIIBI TPOBOAMMBIX HCCIIEIOBAHHI Pa3peliT IIHUPOKOE COriacHe;

* ONMCaHWE WACHTHQHUUUPYEMOW YacTHOW HHGOpMALUU WIH
UACHTH(PULIUPYEMBIX OMOOTHYECKHX 00pa3IoB, KOTOPBIE MOT'YT OBITH
WCTIOJIb30BaHbl B MCCIICAOBAHMSX; BOBMOXEH T OOMEH MICHTH(HILIN-
pyemoii nuuHON uHpopManued WM nAeHTHPUIUPYyeMbIMH O1000pas3-
UaMH, a TaKKe TUMBl YUYpPEXKICHHH WM HCCleqoBaTeneil, KOTopbie
MOTYT TPOBOAUTH HCCIEAOBAaHUS C HIECHTHU(PUUIUPYEMOH 4YacTHOM
uHpopMannel NI WACHTUPUIMPYEMbIMUA OHo00pa3amu;

* OIMCaHME NEepHOAa BPEMEHH, B T€UCHHE KOTOPOTr0 UIACHTH(HLIH-
pyemas yinuHas uH(poOpMauus WIM WAEHTHU(PUIUpyeMble OHOIOrHye-
CKHe 00pas3iibl MOT'YT XPaHUTBCS U MOIICPKUBATHCS (3TOT TEPUO Bpe-
MEHH MOXKET OBITh HEONpECICHHBIM), a TAaKKe OMHCAaHHE MEepHoIa
BpEMEHH, B TEYCHUE KOTOPOro HIEHTU(UIpyeMas JInYHas nHpopMa-
oUsl WM UIeHTU(UIHUpYyeMble Onojorunyeckue oO0pas3lbl MOTYT HC-
MOJIB30BAThCS ISl HCCIICIOBATENbCKUX Lieel (Takoi epro BpeMeHH
MOXKET OBITH HEONPEACICHHBIM);

* ecni cyOBEeKTY MM €ro 3aKOHHOMY MpEACTaBUTENIO HE OyIyT
MPEAOCTABIICHBI CBEICHUSI O KOHKPETHBIX MCCIIEJOBAaHUSX, 3asBIICHUE
0 TOM, YTO OHH He OyAyT MH(OPMHPOBAHBI O AETANAX KaKHX-THOO
KOHKPETHBIX HCCIICAOBaHMI, KOTOPhIE MOTYT OBITH IPOBEICHBI C HC-
MOJIb30BAaHUEM HACHTU(OUIIUPYEMON YacTHOM WHGpOpManuu cyObekTa
WM UACHTUPHUIUPYEMBIX OMONOTHYECKHX OOpa3loB, BKJIIOYAs LEIH
WCCIIEIOBaHUs, M YTO OHHU, BO3MOXKHO, PELIMIN HE 1aBaTh COrjacus Ha
HEKOTOPBIE U3 STHX KOHKPETHBIX UCCIIEI0BaHUH;

* ©CITM HE M3BECTHO, KaKHe KIMHUYECKH 3HAYUMBIE Pe3yJbTaThl
WCCIIeIOBaHNH, BKIIIOYasl Pe3yNIbTaThl OTAEIBHBIX HCCIEIOBaHMM, Oy-
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IyT PAacKpPhITHI CyObEKTY HPH JIFOOBIX O0CTOSATENBCTBAX, 3asBICHUE O
TOM, YTO TaKHe Pe3yJIbTaThl HE MOTYT OBITh PACKPBITHI CYOBEKTY;

* 00BSICHEHHE TOTr0, K KOMY 00paIaThCsi, 4TOOBI MTOTYIUTh OTBETHI
Ha BOIPOCHI O MpaBax CyObEKTa, O XPAHESHUU U UCIIOIb30BaHUH HJICH-
TUOUIMPYEMOH JINYHOW HH(pOpPMAaLUU CYOBEKTa WM HICHTU(UIIH-
PYEMBIX OMOJOTHYECKHX O00pa3lloB, a TAaKXkKe B ciydae NMPHUYHMHCHHUS
Bpeia, CBSA3aHHOTO C UCCIICIOBAHUSIMH.

Mopnens MHOTOYpOBHEBoOro cornacus (tiered consent) — aTo pasHo-
BUJIHOCTh MIMPOKOTO coryiacus. [IprMeHeHHe IIUPOKOro COrjacus
MOXKET MPUBECTH K U3MEHCHUIO MEPBOHAYAIBHBIX IIAHOB HCCIIEIOBA-
Teleld M coOJa3Hy MCIOJIb30BaTh OMOMATepHaibl TOHOpA MO CBOEMY
ycMoTpeHuto. [y mpenoTBpaiieHus 3Toro ObLIH pa3padoTaHbl PeKo-
MEHJAIMH TI0 MPEIOCTABICHUIO YYAaCTHUKY HCCIIEIOBaHUS BbIOOpa
NPEeIIOYTUTENIBHBIX JJIsl Hero obnacteil uccienoanuii. Takum o0Opa-
30M, ObLIa YACTHYHO pElIeHa MpodiieMa aBTOHOMUH, MOCKOJIBKY y4acT-
HHUKU TOJTY4Y/IN OOJIbIIEe BOSMOKHOCTEH MPOKOHTPOIUPOBATH JCHCTBUS
¢ uX oOpa3uamu 1 JaHHBIMH. CyOBEKT MOXET, HalpuMep, COTIacoBaTh
UCIIOJIb30BAHUE CBOUMX OMOMATEpUANIOB JISi BCEX OHKOJIOTHYECKHX
TECTOB, HO 3alPETUTh — MPHU MPOBEICHUH Pa3pabOoTOK KOMMEPYECKHX
npoaykToB [3].

[TpoGnemoii Uit OPraHU3aTOPOB UCCICIOBAHHUN TPH UCIIOIb30Ba-
HUHM MOJCIM MHOTOYPOBHEBOTO COTJIACHS MOXKET CTaTh IPOIEIypa
BBISIBJICHHS TIPEIIOYTCHUI YYaCTHHKA, TaK KaK MPOEKTHI MOT'YT OIpe-
JENATHCS 110 Pa3HBIM MPU3HAKAM: TOCYIapCTBEHHbIC / YaCTHBIC, TPaX-
naHckue / BOGHHbIE, HAIMOHATIbHBIC / MEXITyHapOIHbIC U T.1. OT KOM-
NETEHIUI WHUIIMATOPOB UCCIICIOBAHUS M OT Pa3BUTHSI HOBBIX METOJ/IOB
JMATHOCTHUKHU OyJIeT 3aBHCETh, KAKHE BO3MOXKHOCTH JUTS BBIOOpa Oy IyT
NPEIUIOKEHBl yYacTHUKAaM HcclieoBaHus. [IpencTaBusercs, 4To OXKu-
JaHWs yYaCTHUKOB M MCCIISZOBATEICH MOT'YT 4acTo He coBnanath [3].

Ha ceromusmHuii JeHs camasi mepenoBasi U camas oOcykaaemas
MOJIeNIb HH(POPMHUPOBAHHOTO COTJIACHs, IPUMEHsIeMasi B TCHETUYECKIX
UCCJICIOBAHUAX, — <«IMHAMHYECKOE HH()OPMHUPOBAHHOE COTJIACHE»
(dynamic consent). /luHamMu4eckoe corjiacue BOSHUKIIO B OTBET Ha Te
HEpEIICHHBIE BOIIPOCHI, KOTOPBIE CTAJH MOSBIIATHCS y UCCIICIOBATEICH
Y TIOTEHIUAIIBHBIX YYaCTHHKOB B 9TI0XY HOBBIX OMOMEIMIIMHCKUX TPO-
CKTOB C HMCIIOJIb30BaHUEM MEPCOHAIBHBIX OMOMATEpHaloB U JAaHHBIX.
JInHAMHYECKOe COTJIacue — 9TO HANICHHBI KOMIIPOMUCC MEXITY JKECT-
KAMH paMKaMH WHIUBHIYaJbHOTO HH()OPMUPOBAHHOTO COTJIACHUS
(omMH YenmoBeK = OIHO MCCIEIOBAaHHE = OJHO WH(POPMHPOBAHHOE CO-
rjiacue) ¥ MoYTH Oe3rpaHIMYHBIM IIHPOKHM corjiacieM (OIMH YeIOBEK =
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OJIHO COTJIaCHE = MHOKECTBO MPOEKTOB ¥ / HJIM HEOrpaHUUCHHBIE CPO-
KU JICUCTBHUS COTJIACHS).

OOmasi cxeMa TUHAMHYECKOT'O COTJIACHS MOXET OBITh MpeICTaB-
JICHa CIIEIYIOLIMM 00pa3oM:

e npeaocTaBlieHHEe HH(POPMAIIMHU TOTCHIIMAIBHOMY YYaCTHUKY;

e J100pOBOJILHOE COITIACKE HA YJaCTHE B HCCIICIOBAHUH / IPOCKTE;

® I0JTy4CHHE MEPBUYHOTO / TIPOMEKYTOUHOIO pe3yibTaTa HCCIle-

JIOBaHUS;

® 3arpoCc Ha MPOJOJDKCHHE MCCICAOBAHUS WIN TPEUIOKCHHE Ha

y4acTHe B CXOKEM MPOCKTE;

¢ 10OPOBOJILHOE COTJIACHE HA y4acTHE B UCCICIOBaHHUMU. . [3].

JlaHHass MoOJeNb WMEHHO MOTOMY Ha3BaHa JHHAMUYECKOH, YTO
IpoLecchl OOIICHHS C YYaCTHHKOM HCCIICIOBAHUS, MPEIOCTABIICHUE
MH(OpMALIUH, TOITyYeHHE COTJIACHs TPEICTABIIIOT COOOI HENpephIB-
HBIH ITpolLIece, T.€. PeaTn3yIOTCs B JUHAMUKE. TaKoi Moaxo1 O3BOIHIT
peumTh HauboJIee CIOKHBIC 33aa4H: YIaCTHUKH UCCIICAOBAHUI TOITY-
YHJIM BOBMOKHOCTh PEANTH3ALMH MTPaBa Ha aBTOHOMHIO ITPH TPOBEACHUT
BCE HOBBIX M HOBBIX HCCJICIOBaHUI ¢ OMOMaTepruaIaMu; UCCIIEIOBATEIN
cTany 0ojiee OTBETCTBEHHBIMH TIPH IUIAHWPOBAHWUM M YIIPABICHHU pe-
3yJAbTaTaMU HMCCJICAOBAHUIA; Tporiecc oOMeHa WHpopmaimeil Mexy
YYaCTHUKaMH ¥ COMCCIICIOBATEISIMU CTaI 00JIee KOHTpOIMpyeMbiM [3].

be3yciioBHO, TpeuioxKeHHass MOJAECNb JUHAMUYECKOTO COTJIacus
3HAYUTENBHO YCIIOKHSACT MPOLEAYPY O3HAKOMIICHHS M MOJTYyYCHUS
MOIUCH YYaCTHUKA UCCIICIOBAHUS, TOCKOIBKY JUISl OTHOTO U TOTO JKe
Y4acTHHKAa MOXKET XPaHUTHCS HECKOJIBKO WH(OPMHPOBAHHBIX COTJIa-
CHli, a TIPH TPOBEJCHUN MHOTOIICHTPOBBIX MCCIIEIOBAHUI 00BeM Oy-
MaKHBIX JIOKYMEHTOB YBEIWYMBACTCS B HECKOJBKO pa3. [Tockonbky B
MHHULUALUHA TCHETUYECKUX HCCIICIOBaHUI M OMOOAaHKHMHTA aKTHBHOE
y4dacTHe NMPUHUMAIOT TPECTABUTEN KOMMEPUYSCKUX KOMITAaHHH, OHU
NPEIUIOKUITN YYSHBIM H CIEIHAINCTaM 110 STHKE TEXHUYECKOE pellle-
HHE, 3aMMCTBOBaHHOE M3 OW3HEC-TIPOILIECCOB: CO3JAHUE CHCHUATU3H-
POBAHHBIX OHJIAHH-TUIAT(GOPM ISl KXKIOr0 MPOEKTA, TAE MOXKHO TOJI-
JEePKUBATh WHTEPAKTHBHOE B3aWMOJACHCTBHE MEXIY yYaCTHUKAMH U
opraHu3aTopamu uccienoBanus [3].

[ToBBIIEHNE HHTEPHET-IOCTYITHOCTH, POCT YHMCIIa COL[UANIBHBIX Ce-
Tel U X YYaCTHUKOB, BO3MOXKHOCTb TTOJTy4€HHUS SJICKTPOHHOM MO ITUCH
KapJHHAIBHBIM 00pa3oM MpeoOpaswiid MpoLeaypy A0OPOBOIBHOTO
uH(pOpMHPOBaHHOTO coriacus [3].
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Cmepth noHOpa (CyOBEKTa MCClleNoBaHusI) — Apyras BayKHas Ipo-
OneMa, KOTOpYIO HE TaK 4acTo OOCY:KIAlOT CIEHUAIMCTHL. 3ampariu-
BaTh MOBTOPHOE IMONYYEHHE COTJIACHS B ClIydae CMEpPTH JIOHOpa He-
BO3MOXXHO, HO CJEAyeT JH MPOAOJDKATH HCCIENOBAaHUE, IMOCKOJBKY
OHO OoJIbIlIe HE MOXKET NMPUYMHHUTH BpeA cyObekTy? BrickaswiBaeTcs
MHEHHE, YTO Ononorndeckue o0pasibl YeI0BEKa MOXKHO HCIIONb30BaTh
B K&XJOM TaKkoM cilydae, 3a UCKJIIOYEHHEM cllydaeB, Korja paHee Obl-
JIO BBIPA)KEHO JKEaHHE HE HCIONb30BaTh OMOIOrHYecKue oOpasibl
ISl KaKUX-JTM00 OyIynmx ucciaenoBanui [5).

Crenyrommii Ba>KHBIH BOIIPOC — pa3pelleHre Ha MPOBEICHHUE HC-
CIICIOBaHMI C apXMBHBIMU MaTepuaiamMu. Takas mpobieMa BO3HHUKAET,
Koraa OMOJIOrn4ecKrue MaTeprualsl U JaHHBIE, KOTOpbIe ObLTH COOpaHbl
W XpaHWJIMCh B MPOIUIOM 0€3 MOJyYeHUs CIENUanbHOro WK ITHPOKO-
ro MH()OPMHUPOBAHHOIO COTJACHs, CONEPXKAT BaXHYIO WH(OPMALHIO,
HEIOCTYITHYI0 HUKaKUM JpyruM odpa3om. Hampumep, ouenp Oonbinme
KOJUICKIIMU OMOJIOTHYECKHX 00pa3loB OCTAIOTCA MOCHEe KIMHUYECKOH
IUAarHOCTUKU WIIU JICYEHHs], KOTOPhIE MOT'YT OBITH TIOJIE3HBI B HCCIIEAO-
BaHUSX. B OONBIIMHCTBE CiydyaeB HEBO3MOXKHO TIOBTOPHO CBS3ATHCS C
JIOABMU ISl TIOTYYEHUS! MHIUBHIYaTbHOTO MH(POPMUPOBAHHOTO CO-
TJIacHsl, XOTsI 3TO ObLI0 ObI HanOOJIee ITUYHBIM CIIOCOOOM MPOSBICHUS
YBa)KE€HHS K aBTOHOMHUH TUYHOCTH. Hanbornee yacto o6ocHOBaHME ATt
WCTIOJIb30BaHMS 3aIlMCell MIIM MaTEepHaIOB, COOpaHHBIX B POLLTOM 0e3
MOJy4EHHsSI COOTBETCTBYIOLIETO COTJIAcHs, 3aKIIOYaeTcsi B TOM, YTO
ObUTO OBl HENPAKTUYHO W HEMOMEPHO JOPOTO IBITAThCS YCTAaHOBUTH
MECTOHaXOX/ICHHE JINL, YbH MaTepUalbl WM 3alUCH IMOUIeKAT U3Y-
yeHnto [2]. Hampumep, Takas cutyarysi BO3MOXKHA, €CIIH HCCIIEIOBA-
HHUE TpenrnoiaraeT aHalIu3 MEIULIMHCKON JOKYMEHTAllUH WM TPOBe-
JICHUE HOBBIX aHAJM30B Ha 00pa3lax KpOBH, B3SATHIX B MEPUOJ, KOTIa
corjacue Ha MCIOJb30BaHHE MOAOOHBIX MaTepuajoB B OyAyLIMX HC-
CIIEIOBaHMAX, Kak MNpaBmwiio, He Tpebosanock. [lomumo 3toro, pac-
CMaTpHUBaEMbIil HAYYHBIA MPOEKT JOKEH UMETh 3HAUYUTEIbHYIO COLU-
IBHYIO IIEHHOCTDh W MPEICTABIATH He Oojiee YeM MHUHUMAJIbHBIE PUCKU
JUISl Y9aCTHUKOB WJIM TPYIIIBI, K KOTOPOW YYacTHHK TMPHHAIUISKUT [2].
Hcnonb3oBanue Takux OMOOOPa3loOB B MCCIEIOBAHUSX MOXET OBITH
paspemieHo 6e3 TONy4YeHHs WHAMBHIAYAIBHOIO HH()OPMHPOBAHHOTO
coriacus CyObeKTa, €cJ OHM TMOJHOCTHIO 00E3TUYEHBl U, TAKUM 00-
pasoM, HEe MOTYT NPUYUHUTH Bpell CyObeKTaM HCCICAOBAHMM, B TOM
qrcie HapyIIUTh KOHPUAeHInanbHOCTh. KomuteTy mo sTuke HeoOXo-
VMO PELINTD, SIBIACTCA JIM UX UCIOIb30BaHUE OMPaBIaHHBIM, U 0100-
PHUTDH WK HE 0J0OPHUTH TaKOE MPUMEHEHHE.
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CornacHo cT. 9 «MexIyHapogHOW NOEKJIapalud O TeHETHYECKHX
JTaHHBIX YEIOBEKa», B TEX CIydasX, KOrga NpeaBapUTEIbHOE, CBO-
001HOE, OCO3HAHHOE M SICHO BBIPAXXEHHOE cOTJlacue HE MOXeT OBbITh
MOJy4E€HO WJIM KOrJa JaHHbIe HEOOpaTUMO OTAEICHBI OT JIMIA, KOTO-
poe MOXKeT ObITh UASHTH(QHULINPOBAHO B KAUECTBE X UCTOUYHHUKA, TeHE-
TUYECKUE JaHHBIC YEJIOBEKa MOTYT HCIIOJIb30BATHCS B COOTBETCTBUH C
BHYTPEHHHUM IpaBom» [6].

B pykoBonsmem npuniune Nell PykoBoacTsa ajsi 4eHOB KOMH-
TETOB MO STHYEeCKOW sKcmeptuse wuccienosanuii (Coser EBporsl,
2010 1.) [2] nosicHsiercs, 9TO, KOTra y4eHble CTPEMSTCS UCIIOb30BaTh
XpaHsIuecs MaTephalbl, cOOpaHHBIC AJSl MPOLUIBIX HCCIEAOBAHUU,
KIMHUYECKUX WIIM APYTUX Lerel 0e3 moiaydeHus: nHPOPMUPOBAHHOTO
corjacus Ha UxX Oyayliee MpUMEHEHHWE B HAYYHOH IESTENbHOCTH, KO-
MUTETHl TI0 3THKE MOT'YT OTMEHUThH TpeOOBaHUE OTHOCHTEIHFHO WHAM-
BUJIyaIbHOTO HH()OPMUPOBAHHOTO coryiacusi, eciu: 1) 0e3 ero oTMeHsl
BBIMOJIHEHU E TIPEAIaraeMoro UCCIIeIOBaHus OyAeT HEBO3MOXKHBIM HITH
MPAaKTHYECKH HEOCYIECTBUMBIM; 2) JaHHOE HCCIIEIOBaHUE 00JagaeT
3HAYUTENBFHON COILMAJIbHON LIEHHOCTHIO; 3) CBSI3aHHBIC C HUM PHCKH
JUIS YYaCTHUKOB WJIM TPYIIBI, K KOTOPOH NMPHHAJICKUT YYaCTHUK, HE
Oonee 4eM MUHUMAJIBHBI.

BroGanky MOMKHBI IPUHATH MEPHI IS 3alIUTHl KOH(UACHINAIb-
HOCTH MH(OpMAIMH, CBA3aHHOH C TEM WM MHBIM MaTE€pUaJOM. Ipe-
JOCTaBIISITh MCCIENOBATENISIM TOJNBKO aHOHMMHBIE WIIM 3aKOIUPOBAH-
HBIC JaHHBIE U OTPaHUYMBATH JOCTYN K MaTepHaly TPETBUX CTOPOH.
Kutrou uist pactmppoBkH KoJa JOJDKEH 0CTaBaThes y OnodaHka [2].

IIpoyedypa ungopmuposanno2o omkaza om agmMoMamuieckKo2o
cmamyca OOHOPa 0151 HAYYHBIX UCCILe008AHULL HA OCMAMOYHBIX MKA-
Hax. buomormueckue MaTepHalibl YEITOBEUECKOIO IPOUCXOXKICHUS,
OCTaBIIIMECS MMOCJIe KIMHUYECKON TUarHOCTUKYU WIIU JieueHus (Tak Ha-
3bIBAEMbIC «OCTATOYHBIC TKAHU»), YaCTO NMPEACTABISIOT MHTEPEC IS
Oyaymux uccieaoBaTeneld, U, B COOTBETCTBHH C HA/AJIEKAIICH KIMHU-
YEeCKOHM MPaKTHKOM, MoaraeTcs NpeaioKUTh JOHOPaM HEeCKOJIbKO Ba-
puaHToB [2]:

* X MaTepHalbl OyAyT MCIOIB30BATHCS TONBKO ISl MX WHIWBH-
IyaJbHOTO JICUCHHSI WM MOJIb3BI, a 3aTeM OyIyT yTHIM3UPOBaHEI,

* pa3peluTh HCIONb30BAaTh XpPaHAIIMECS MaTepHUaslbl A KOH-
KPETHO OIMCAaHHOTO HAay4YHOrO TNPOCKTa (CHelHanbHOe WH(POPMHPO-
BaHHOE COTJIACHE);
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* pa3pelnTh HUCIOb30BaTh XpaHSIIUECS MaTepualbl sl HCCie-
JOBaHUH, KOTOpBIE ITOKA HE OIpEENIeHbl, BMECTE C TAHHBIMHM, IIO3BO-
JSIOIMME WASHTH(PHULIUPOBATD JIUYHOCTH, MM 0€3 TAaKOBBIX.

Crnemyer OTMETUTH, YTO CJIEA0BATh TAKOH NMPAKTUKE B KAXKIOM CHU-
Tyaluu B cdepe 3ApaBOOXpaHEHH MHOTa CIHIIKOM CIOKHO M oOpe-
MEHHUTENBFHO, TIOATOMY JAOIYCKaercs Mpoluenypa WH(OPMUPOBAHHOTO
OTKa3a OT aBTOMAaTHYECKOro cTaTryca JAOHOpa, COrJIaCHO KOTOPOH Ma-
TepHaj He XpPaHUTCS U HE UCIOJIb3YETC B HAYYHBIX U3BICKaHUSAX, ECIH
JIMIIO, OT KOTOPOT'O OH OBLT MOJTyYEH, SIBHO BO3paskaeT MPOTHB 3TOro [2].

[Ipouenypa nHPOPMUPOBaHHOTO OTKa3a OT ABTOMAaTHUYECKOT'O CTa-
Tyca JJOHOpA JIOJDKHA YJIOBJICTBOPSTH CICAYIOIINM YCIOBHIM [2]:

1) nanueHTHl JOKHBI OBITH OCBEIOMIICHBI O €€ CYIIECTBOBAHUMY;

2) WM JIOJDKHA OBITh MPEIOCTABIICHA IOCTATOYHAS HH(pOpMAaLHS;

3) manMeHToB HEOOXOMMMO MPOMH(OPMUPOBATH O TOM, YTO OHH
MOTyT OTO3BaTh CBOM JIaHHBIE;

4) nomkHa OBITH MPEUIOKEHA peabHasi BO3MOXXHOCTh 3asBUTH O
CBOEM BO3PaKEHUU.

[Ipu onpeneneHHBIX OOCTOSATENLCTBAX MpPOLEAYpa HHPOPMHUPO-
BaHHOI'O OTKa3a OT aBTOMAaTHMYECKOIo CTaTyca JOHOpa JJIs UCCIIEA0Ba-
HUI Ha OCTaTOYHBIX TKaHAX MOXKET ObITh HEYMECTHOI [2], T.e. Korja:

a) HCCIEeIOBaHHE COMPSHKEHO C OoJiee YeM MHUHUMAIbHBIMU PHC-
KaMU /7151 ”HAUBU/A,

0) WHCHIONB3YIOTCS CIIOPHBIC METOABI I METO/IbI, OKA3bIBAIOIINE
CIJIBHOE BO3/IEHCTBUE;

B) HCCIICIOBaHHE MPOBOIUTCS Ha ONMPEICICHHBIX THIIAX TKaHH,
HaTpuMep, raMerax;

I) HCCIIeOBaHUE MPOBOAUTCS B YCIOBHSX TOBBIIICHHOH YS3BHU-
MOCTH.

Komuter no 3tuke nomkeH NPUHATH PEIIEHUE 110 BOIPOCY O TOM,
TpedyeTcs M Uil pacCMaTpUBAEMOT0 HayYHOTO MPOEKTa SIBHO BBIPA-
’KeHHoe MH(opMHpoBaHHOE cornacue [2].

JloHOpBI (CyOBEKTHI UCCIICIOBAHMS) HIIH X 3aKOHHBIC MPEICTABU-
TENN JOJKHBI IMETh BO3MOKHOCTh OTO3BATh COTNIACHE Ha COAEpIKAHUE
W HCIOJB30BaHUE OMOJIOTHYECKOr0 MaTephalia, XpaHALIerocs B OHO-
Oanke [2], mockoybKy 3TO 0OeCIeYHBACT AOTOIHUTEIBHYIO 3alIUTY H
yYBa)K€HHE K aBTOHOMHHU JTMYHOCTH.

CornacHo cT. 9 «MexIyHapogHOU NEKJIapalud O TeHETHYECKHX
JAHHBIX YEJIOBEKa», OT3BIB COIJIACHs MPOU3BOIUTCA «...E€CIH TOJBKO
TaKkue JaHHbBIE HE SIBIIIOTCS HEOOpaTHMO OTIEIIEHHBIMH OT JIMLA, KO-
TOpOe MOXeT ObITh HAeHTUUIPoBaHO. Koria fuio oT3pIBaeT corna-
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cHe, TeHETHUECKHE AaHHbIE, MPOTEOMUYECKUE JaHHbIE U Ouomoruye-
CKHE 00pasLibl ATOTO JIMIA HE JOJDKHBI J1ajiee HCIONb30BAThCS, €CIH
TOJLKO OHU HEOOPaTHMO HE OTHAENEHBI OT COOTBETCTBYIOLIETO JIMIIA.
C nanHBIMH B OHONOTHYECKUMH 00pa3laMH, eciii OHH HeOOpaTHUMO He
OTZENEHBI, ClIeAyeT 00paIIaThCsl B COOTBETCTBHH C MOXKEIaHUSIMH Ta-
Koro nuna. Eciy mokenaHust JIMIia He MOT'YT OBITH OIpeZesIeHbl, He-
BBITTOJIHUMBI MJIM HEHAJISKHBI, TO JaHHBIE 1 OHMOJIOTHYECKHE 00pa3ibl
JOJDKHBI OBITH HEOOPATUMO OTACICHBI HIIH YHHUTOKEHBD» [6].

OT3bIB cornacusi cienyeT opOpMUTH B BHIE MHCHMEHHOTO JOKY-
MEHTa, MOAMMCAHHOTO TOHOPOM HWIIM €T0 3aKOHHBIM IPEACTaBUTENIEM,
a 0o0paslbl HY>KHO TUOO YHHUTOXHTH, JTHOO BepHYTH noHOpy. [locie
OT3bIBa COTJIacHsl MCIIOJIb30BAHUE COOTBETCTBYIOUIMX OHMOIOTMYECKUX
MaTepuaioB M COMYyTCTBYIOIINX JAaHHBIX HE pa3pemiaercs [2].

3ammTa JTMYHOCTH JIOHOPOB (CYOBEKTOB MCCIICIOBAHHS) — OTHA M3
3HAYUMBIX ATHYECKUX MpoOieM. BakHBIM aclieKTOM XpaHEHHUS Yeno-
BEUYECKOr0 OHONOTHYEeCKOr0 MaTephalia SBISCTCS KOHQHICHLINATIb-
HOCTb, KOTOpasi TapaHTUpyeTcs ero AoHopy. OCHOBHOW pHCK Bpela B
OunobaHKax CBs3aH C HapylleHHeM KOH(HIEHIHATbHOCTH. brobankwy,
B OCHOBHOM T'€HETHUYECKHE, 00OBIYHO XpaHIT TeHOMHYIO HH(OPMALHIO,
CBSI3aHHYIO C ONpEAENCHHBIM (EHOTHIIOM. JTa CBSI3b MEXKIY IBYMS
TUIaMH MH(pOpMaNKUU MPeacTaBisieT coO0i Cephe3HyI0 Yrpo3y yact-
HOM Xn3HU 4enoBeka. CyIIecTByeT IMPOKO paclpocTpaHeHHas odec-
MOKOEHHOCTh TEM, YTO CTPaxOBble KOMIAHHMU W PabOTOAATENN MOTYT
MOJYYUTh OCTYI K JIMYHOU nH(popmanuu. OOBIYHO OHU OYEHb 3aHH-
TEpecoBaHbl B JUYHON MHQOpManyu, U OMOOAHKH JOJDKHBI TapaHTH-
pOBaTh aJEKBAaTHYIO 3aIUTy MEPCOHAIBHBIX JaHHBIX. Kpome Toro,
pe3yNbTaThl MCCIEAOBAHUI MOTYT HAHECTH BpPEA HE TOJIBKO OTHEINb-
HBIM JIIOJISIM, HO M IIEJIBIM TPYIIaM, KOTOPBbIE MOTYT IIOJIYYUTh CTUTMY
W3-32 CBOEH I'eHETHYECKOH MpenpacnoilokeHHOCTH WK APYrod cooT-
BeTCcTBYIOLIEeH nHpopManuu. bruobaHkH, KOTOpbIe MPOBOIIT UCCIIEHO-
BaHHUS ONPEAETICHHON STHUYECKOHN NI APYTOM TPYIIIbI JTFOACH, JOIKHBI
YUUTBIBATh 3TOT ACHEKT W OBITh OUYE€Hb OCTOPOKHBIMHU TIPH ITyOJIHKa-
IIUH Pe3yNbTaToB [5].

Wundopmarnus, nmonydyaemas B pe3ylibTare aHajau3a OMOIOTHYECKO-
ro MaTrepuaia, B ciydae pasrilalleHus] TPETbUM CTOPOHAM MOXET IpH-
YUHUTH Bpel, CTpaJaHus WIM NPUBECTH K cTHUrMaru3anud. Jluna, ot-
BETCTBEHHBIE 3a paboTy OMOOAaHKOB, AOMKHBI NMPHHUMATbH MEPHI AT
OXpaHbl ee KOH(PpHUICHIMAILHOCTH, HAIIPUMEpP, NPEA0CTaBIATh HCCIIe-
JOBaTeIsIM TOJIBKO AHOHUMHBIE WM 3aKOAWPOBAHHBIC JaHHBIC HIIH
OrpaHMYMBATh JOCTYII K MaTepHaly IJsl TpeTbUX CTOpoH. B mpouecce
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MOJTy4eHUS] HH(POPMUPOBAHHOTO COTIIACHS AAHHBIC JIMIA JTOJDKHBI MH-
(hopMHpOBaTh MOTEHLIHATIBHBIX JTOHOPOB O Mepax 0e30MacHOCTH, KO-
TOpble OyAyT NpPEANPUHSTHI Ul 3aIUTHl KOH()UICHIMAIBHOCTH, a
TaKkxke 00 OrpaHMYCHUSAX TAaKUX Mep. XpaHsumecs B OnodaHke 6romo-
TMYECKHE MaTepHaibl JOJDKHBI ObITh aHOHUMHBIMHU WITM 3aKOJHPOBAH-
HeIMU. Korza ydeHble MCIONB3YIOT 3aKOJUPOBAaHHBIC MaTepHajbl U3
0100aHKOB B MOCIIEAYIOMINX UCCIICAOBAHMAX, KIIOY JJIsl pacIiu(ppOBKU
KOlla JOJDKEH OCTaBaThes y XpaHuTens OumoOanka. Takum oOpaszom,
OHHM MOTYT pabOTaTh TOJNILKO C AHOHUMHBIM U 3aKOIUPOBAaHHBIM Mate-
puaiom [2].

OTHYECKHE aCHEeKTHl 3alIUThl KOHPHUACHINAIBHOCTH IOJKHBI CO-
OmomaThCsl BO BCEX AaCMEKTax MAeATEIbHOCTH OWOOaHKOB, KOTOpHIE
JOJDKHBI IMETh HECKOJIBKO YPOBHEH 3aIllUTHI MEPCOHATIBHBIX JaHHBIX.
Hcnonb3oBanne 00e3MnueHHBIX 00pa3ioB (0e3 CChUIKM Ha Ipyrue AaH-
HBIC WM YHUYTOKEHHOM CCHUIKU) — JIy4YIIHH COCO0 3alUTHTh JTUYHYIO
nH}popmanuio. Ho 3T0 cepbe3HO orpaHMYMBAET MOJIE3HOCTH UCCIEI0BA-
HUS, 0COOEHHO BO3MOKHOCTH NpeoOpa3zoBaHusi OMOOAHKOB B JIOHTHTY-
JIMHATBHBIC (JUTMTEIBHBIC) SITHIEMUOIOTHYECKUE HCCIASI0BaHuS [5].

MHorue 0no0aHKH OTKa3bIBAIOTCA OT MOCTOSSHHON aHOHMMHOCTH H
MOJ/ICPKUBAIOT KOAUPOBaHWE MH(POpMAIMM Kak HauOonee MOAXO[s-
mui crocod obecrieueHus] KoHGUAEHIHaIbLHOCTH. [IpocToe koaupo-
BaHME, JBOWHOE KOJMUPOBAaHUE WM Ja)Ke TPOHHOE KOAMpOBaHUE (Tpe-
Oyercsi OT OJHOrO A0 TPeX KOAOB, YTOOBI OOECTIIEYUTH CBSI3b MEXIY
OMOIOTUYECKUM 00pa3loM M TIEPCOHAIBHBIMU JIaHHBIMH) TPHEMIIEMBI
B CTaHJApPTHOM MCCIIEJOBaTENbCKON MPAKTUKE M B TO e BpeMs J10CTa-
TOYHO 0€30MacHbl, YTOOBI FApaHTHPOBATH YAOBIETBOPHUTEIBHBIA ypoO-
BCHb KOH(HICHIIMATIBHOCTH [5].

KonduaeHnmansHOCTh SIBISCTCS TIABHOM 3a00TOH M y JOHOPOB
(cyOBEKTOB HCCIEOBaHNS), KOTIa OHU PEIIaloT, CaBaTh JIM CBOM 00-
pasubl OnobankaM. Takum 00pa3oM, NOCIEACTBUSI HApyLIEHUS! KOH(H-
JEHIMATBHOCTA MOTYT CYLIECTBEHHO IOBIIHMATH Ha JKeJIaHWE OOIIecT-
BEHHOCTH Y4acTBOBATh B HCCIEAOBAHHH, YTO CYILIECTBEHHO 3aIep>KUBAET
MpOBENCHNE HCCICIOBaHUs, MO3TOMY OMOOAHKM BCeraa JOIKHBI Ta-
pPaHTHPOBATh MAKCHMAJIbHBIH YPOBEHB 3alIUTHl KOH(PUACHINAIEHOCTH
JTOHOPOB (CyOBEKTOB HcclenoBanus) [5].

Crenyer, omHako, MPHU3HATH, YTO B CBS3M C JANbHEHIINM COBEp-
LICHCTBOBAaHMEM BO3MOXXHOCTEH MEPEKPECTHOTO  COMOCTaBICHUS
OONBIINX MACCHBOB JTaHHBIX MEPCIEKTHBA MOJTHOM aHOHMMHOCTH CTa-
HOBHTCS Bc€ Oosiee mimo3opHoi. YeMm Oomblle yCcIoXHsETCs 3amada
no 00e3MYMBAHMIO JTAHHBIX, TEM Ba)KHEE COXPaHSITh CIIOCOOHOCTD
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YIANATH IEPCOHATBHYI0 MHPOPMAIUIO U3 Ha0opa JaHHBIX. DTO OIWH
W3 OCHOBHBIX 3JIEMEHTOB CHCTEMBI HaJUIEXKAIIEro YIpaBIeHUS OHO-
OaHKOM [2].

Tak, Ouwonormueckue MaTepuaibl, MPHOOIAaeMble B OHOOAHK,
MOXHO HICHTU(HUIINPOBATH C MOMOIIBIO TEHETHUYECKOr0 aHaIN3a MU
ananu3a Oonpmmx naHHbIX (Big Data), coOpaHHBIX M3 cMapT(hOHOB,
COLIMAJIbHBIX CETeH, MOTPEOUTENCKUX HOCUMBIX MEIWUIMHCKUX H37e-
JIMH, 3JEKTPOHHBIX MEAMLMHCKUX KapT U T.I. [lomoOHO renerndeckoi
nHpOpPMaLUK, MaTepuanbl OONBUIMX NAHHBIX, cOAepKaluecss B OHO-
0aHKe, MOT'YT IPEACTaBIIATh YIPO3Y Ui YACTHOW KU3HHU M KOH(QUICH-
IUATBHOCTH, MOCKOJIBKY MOTYT PAacKpBITh MH(POpMAIHi0 00 OTAeib-
HBIX JINLAX, CEMBSX, COOOIECTBAX U IPYIIax HACETCHHUS.

Unghopmuposarnue donopa o pezyriemamax u 6b1800ax, 6X00UBUIUX
u He exoouswux 6 3adauy uccireoogarus. Kak mnpasuio, B 6nobaHke
MaTepHaj XpaHUTCS 0] KOZOBBIM 0003HAaYEHHEM, UTO MO3BOJISIET CBSI-
3aTh €ro ¢ JaHHBIMH O 3J0POBbE. DTO 3HAUUT, YTO BHIBOJBI, IOTYy4EH-
HBIC B XOJI¢ HAYYHBIX M3BICKaHUH, HE3aBUCUMO OT TOTO, BXOIWIN OHH
B IOCTAaBJICHHYIO 3a/lauy WMJH HET, MOTYT OBITh TepelaHbl IOHODPY
(cyowekty mccnenoBanmii). B mporecce momyueHus: HHGOOPMUPOBaH-
HOTO COTJIACHSI TOJDKHO OBITH YETKO OTOBOPEHO, TUIAHUPYETCS JIN CO-
o0mwaTh 1oHOPY MHGPOPMAIUIO, TMTOIYYSHHYIO 110 UTOTaM aHalIHn3a Ma-
TEpUAJIOB, €CIIM OH TOro noxenaet. [Ipu sToM B nH(pOpMaLIny, KOoTopas
nepenaercs JOHOPY, CIENyeT CO Bceil SICHOCTBIO yKa3aTh, YTO IOCTa-
HOBKa MHIMBHIYAJIILHOTO AMAarHo3a He sBISETCS LEeNbio padoThl OHO-
OaHka win OyayIlero HaydyHoro npoekrta. JlanHHas mepa mpu3BaHa HE
JOMYCTHTh (POPMHUPOBAHUA Y TOHOpA JOKHOW HAaJISKABI B CBS3U C OT-
CYTCTBHEM BBIBOJIOB, HE BXOJMBIIHX B 33/1a4y UCCIeIOBaHuUs [2].

[IpobGnema nHbOpMUPOBaHHS O pe3yIbTaTaX MCCICAOBAHUN JTOHO-
poB (CyOBEKTOB HCCIIEIOBAaHWI) BbI3BAJNA LIMPOKYIO THCKYCCHIO 00
ATUYECKHX TTOCIECTBUSIX MCIONb30BaHus OnodankoB [5]. He Bcernma
TaKyl0 WHGOPMALUIO YIACTCS COOOIIUTH, TeM OoJiee €CU MPOILIO
MHoro JietT. Kpome Toro, cooOmennas nHpopmanus MOXeT OBITh He-
BEPHO HMCTOJIKOBAHA M BBI3BATh OCCIIOKOMCTBO y JOHOPOB (CYyOBEKTOB
UCCJICI0BAaHNUI), 0OCOOCHHO €CIIM OHA HE MMEET HUKAKOTO KIMHUYECKO-
ro 3HaueHus. HenpaBuinbHas WHTEpHIpETAlUsl OTHOCUTCS K KIMHUYe-
CKH HEPENEBAHTHOMY pe3yJbTaTy WM Pe3ydbTaTaM, KOTOpHIE elle He
MOATBEPKICHBI, HE OCO3HAHBI MM He MH(POPMATUBHBEL DTU pe3yJibTa-
TBI MOTYT NMPUYHHUTB JOHOPaM (CYOBEKTaM HCCICIOBAHHMS) MICHXOJIO-
TMYECKHH, COLMAIIBHBIA MM SKOHOMHYECKHi Bpex [5].
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[TocTenenHo cknaapIBaeTCsS €ANHOE MHEHHE O TOM, YTO IO KpaiHeH
Mepe HEKOTOpPbIE Pe3yJbTaThl TEHETHUECKUX HCCIEOBAaHUNA HEOOXOIH-
MO cO00IIaTh HHAUBUIYaIbHBIM JOHOPAM, €CIH OHU U3BSBIISIOT TAKOE
XKeldaHue. Mopenb JWHAMHYECKOr0 HH(OPMHUPOBAHHOIO COTJAcusl,
MO3BOJISAIONIAs MOJTydaTh OJIOKM WM NOAHA0O0pHI MH(pOpPMAaLWH, Ipe-
JOCTaBIISIET JOHOpPAaM LIENBIA Psii BapHaHTOB U AaeT BO3MOXXHOCTD
nuddepeHIUpOBaHHO BHIOMpATh T€ U3 HUX, KOTOpbIe B OOJbIIeH cTe-
MEHW MOMOT'YT KOHTPOJIMPOBATh HCIOJB30BAHME CBOUX OHOJIOTHYE-
CKHX MaTepHuasioB. B 1enom, B ToM, uTo Kacaercs HHOOPMHUPOBAHUS O
pe3ynbTaTax M3y4eHHs OMOJOrMYECKHX MAaTEepPHAaJiOB JIUI, Y KOTOPBIX
OHU OBUIH M3BATHI, HEOOXOAUMO MPHIEPKHUBATHCS TPEX PYKOBOISIINX
NPUHIUTIOB [2]:

1) cooOmare pe3ynbTaThl, KOTOpPBIC SIBISIOTCS AHAJTUTHYCCKU
JOCTOBEPHBIMH, KIMHHUYECKH 3HAYMMBIMH M IMPAKTUYECKH MPUMEHU-
MbIMU. MHBIMH cliOBaMH, IJsl PacKpbITHS YYacTHUKY JIOJDKHA OBITh
MPEANOKEeHa KU3HEHHO BakHas WHGOpMaMs U JaHHBIE, TOJIE3HBIE C
KIMHUYECKOM TOUKU 3pEHHs, KacalolIMecsl CYIIECTBEHHOW MPOOIeMBI
30pPOBBS, TOrga Kak MH(OpMaLusi COMHUTENBHONW HayqYHOH JOCTOBEp-
HOCTH WJIHM KIIMHUYECKOW 3HAYUMOCTH JUISI 3TOTO HE MOJXOIUT;

2) KOMHUTETaM IO JTHKE CJEIyeT OLEHUTh HEOOXOIMMOCTh B
MPOBEICHUH WHAUBUAYAJIbHOM KOHCYIbTallMU IJIsl JOHOPA, €CIH €ro
WHPOPMHUPYIOT 00 ONpeeNeHHbIX pe3yIbTaTaX TeHeTHUECKOro uccie-
JIOBaHMUS,

3) B HEKOTOPBIX CIydYasX MOXKET MOTPeOOBATHCS IMOArOTOBUTH
STHYECKH OTBETCTBEHHBIH IUIAH MEPONPHATHH MO TPEAOCTaBICHHIO
JOHOpaM WH(GOPMAaLUU O BBIBOJAAX, BXOAMBIIMX M HE BXOIWBIINX B
3aJady UCCIEIOBaHUSI.

B cBs3u ¢ 3TUM eIWHCTBEHHOE WCKIIOYEHHE IS MH(POPMHUpPOBa-
HUS 0 pe3yjbTaTax BO3MOXKHO TOJBKO TOTZA, KOT/Ia OHU UMEIOT OYEHb
BBICOKYIO KJIMHUYECKYIO 3HAYMMOCTh. Takod pe3yabTaT IOJDKEH OBITh
JOBEIICH JI0 CBEJACHUS KaKAOro JOoHOpa (CyObeKTa WCCIIeIOBaHUS).
OnHako OCHOBHOHM IIENbIO MCCIIEIOBAHUM, CBSI3aHHBIX ¢ OMOOaHKaMHu,
BCE K€ SBISIETCS HE KOHCYJIBTHPOBaHHE JOHOPOB, a, CKOpEe, pacIiu-
peHue 3HaHMH, BeOyHIMX K Oosee JONTrOCPOYHOMY KOJIJIEKTHBHOMY
yIy4lleHuio 340poBbs. MccnenoBatenu, paboraromue B OnobaHKax,
00s13aHBI TyOJIMKOBAaTh BCIO COOTBETCTBYIOLIYIO Hay4YHYIO HH(popma-
M0, KOTOpasi Morjia Obl ITOMOYb OOILECTBY B 11eI0oM [5].

[IpaBo cyObekTa pemaTs, ObITH WM HE OBITH UHPOPMUPOBAHHBIM
0 pe3ynpTaTax HCCIIeNOBaHUH, omucaHo B Tekcre cT. 10 «MexnayHa-
POAHON eKiapanyy 0 TeHeTHYECKNX AaHHBIX denoBeka». «B tex ciy-
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Yasx, Korjga cOop NeHeTUYECKUX JaHHBIX YellOBEKa, MPOTCOMHYCCKUX
JTAHHBIX YEJT0BEKAa U OMOIIOTHYECKUX 00pPa3IlOB OCYIIECTBIISCTCS B IIE-
JISTX TIPOBE/ICHUS METUITMHCKUX MIIM HAYYHBIX MCCICOBAHMMA, TPH TO-
JYYEHHUH COTJIACHS COOTBETCTBYIOIIETO JIUIA EMY CJICAYET COOOIIHUTH O
ero npase peliath, ObITh HIH HE OBITh WH(POPMUPOBAHHBIM O PE3Yilh-
TaTax TaKWUX UCCIICNOBAHUN. DTO MOJIOKECHUE HE MPUMEHSIECTCS K HC-
CJICJIOBAHMSM C WCIOJIB30BAHUEM JIaHHBIX, HEOOPATHUMO OTACIICHHBIX
OT MOAJAOIINXCS UACHTU(UKAIIMY JUII, VI K JaHHBIM, KOTOpBIE HE
BEAYT K MOJyYCHUIO CBEJCHUI JIMYHOTO XapaKTepa O JHUIaX, Y4acTBO-
BaBIIMX B TAKKMX MCCIENOBAaHUAX. B COOTBETCTBYIOIIMX CITydasx MpaBo
Ha OTKa3 OT MOJydeHHs WHGOPMAIUU JODKHO PacIpOCTPAHATHCS Ha
UICHTU(UIIUPOBAHHBIX POJICTBEHHUKOB, WHTEPECHl KOTOPBIX MOTYT
OBITh 3aTPOHYTHI pe3ybTaTaMH UCCICIOBaHUI» [6].

Ha mpakTuke momuTika OONBITMHCTBA OMOOAHKOB 3aKITIOYACTCS B
TOM, YTOOBI HE COOOINATh CyOBEKTaM KaKWE-THOO WHIMBUIYyaJIbHBIC
pe3ynbTarhl. [lomuTHka HECOOOIIEHUST PE3yJIbTATOB 4acTO O0eCIedn-
BaeT CBOETO POJa 3aIlUTy OT HEBEPHBIX Pe3yJbTaToOB, a TAKKE OT pe-
3yJIBTATOB, MPUYHMHSIONUX Bpen cyObekTy. OJHAaKO 3TO HE BCeraa
ATUYHO, TIOATOMY OMOOaHKaM CIIEMyeT pacCMOTPETh BO3MOXKHOCTh CO-
o0maTe cyObeKkTaM pe3yJabTaThl, UMEIOIIHE OOJBINIOE KIMHUYECKOS
3HaveHue [5).

YuyacTHe HeCOBEPUIEHHOJETHUX M B3POCJbIX, He CIOCOOHBIX
nath uH(popMupoBaHHOE corjacue. [IpuBredeHrEe HECOBEPIICHHO-
JISTHUX B OMOOAaHKH TOPOXKIAET dTHYECKUE TUIEMMBbI, HE COBCEM aHa-
JIOTUYHEIE TEM, KOTOPhIC BO3HUKAIOT IPH BOBJICUCHHUM B3pOCHbIX. He-
COBEPIIICHHOJICTHHE HWMEIOT OTPaHUYCHHYIO CIIOCOOHOCTh TOHUMATh
STUYECKUE W JPYTHE BOMPOCHI, CBA3aHHBIC ¢ OMOOAHKAMH, W, TAKUM
0o0pa3oM, MpenCTaBISIFOT co0ol Hawboliee YSI3BUMYIO TPYIILY JIUII.
BonbmuHcTBO 0MO00aHKOB HE TPUBIIEKAIOT ACTEH M3-32 0COOBIX ATHYE-
CKUX TIpoOIeM ¥ 03a004YEHHOCTH OOIECTBEHHOCTH W BHUMAaHUS
cpenactB MaccoBoit wH(popMmanuu. OIHAKO Takas CHTyallHs MOXKET
MPUBECTA K TOMY, YTO OMOMEAMIIMHCKHUE UCCIICAOBaHUs Ha JIETSIX Oy-
YT OTCTaBaTh OT WCCJICAOBAaHWUN Ha B3poCibIX. C 3TUYECKON TOYKHU
3peHHsl IETH B KOHCYHOM UTOTe TMOCTPATAI0T OTHOCHUTEILHO OOJIBIIIE,
YeM B3POCIIbIC, TIO3TOMY HEOOXOIMMO TOJACPKUBATh UICIO TPHUBIIC-
YCHUS HECOBEPIICHHOJICTHUX B OMOOAHKHU, HO MPHU 3TOM MaKCUMAJIBHO
MUHUMH3UPOBATh PUCKU UX y4acTHs [5].

Popurenu, kak mpaBuiio, OYCHb 3aWHTEPECOBAHBI B TOM, YTOOBI UM
COOONIMIIM Pe3YNIbTAThl UCCICAOBAaHUN uX jaeTei. OHU MMEIT MPaBo
peliaTh, XOTAT JIM MPUBJICYh CBOMX JeTel B OMOOaHK, M, KpOME TOrO,
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UMEIOT TpaBO JaBaTh HH(POPMHUPOBAHHOE COTJIACHE BMECTO JICTEH.
[TomuMmo monmyveHus HH(GOPMUPOBAHHOTO COTJIACHS POAMTENCH, KorIa
3TO BO3MOYKHO, HEOOXOIMMO 3aIpalliuBaTh COrJiache u 'y iereit [5].

[TompocTkaM, KOTOPBIE IOCTHTAIOT COBEPIICHHOJETUS B IEPUO
OCYILECTBJICHHSI HAYYHOTO NMPOEKTa, CIEAYET MPEAOCTAaBUTh BO3MOXK-
HOCTb J1aTh HH(OPMUPOBAHHOE COTJIACHE Ha JalIbHEHIee XpaHCHUE U
UCIIOJIb30BAHME WX MaTepualia U COIyTCTBYIONIIMX TAHHBIX, a TaKKe
BO3MOYKHOCTh OTO3BaTh CBOE COTJIACHE OTHOCHUTEIBHO OYAyLIMX HC-
cnenoBanuid. [IpuemiieMbIM MOXET OBITh U MEXaHHM3M HH()OPMHPO-
BAaHHOIO OTKa3a, B paMKax KOTOPOr'O TaKHX JIHI[ YBEIOMIIIOT 00 HX
npase oT3bIBa [2].

B HEKOTOPBIX pPeAKUX CITydasX UCCICIOBAaHHE MOXKET TIPOBOIUTHCS
0e3 coriacusi poxuTeneil WiaM peOCHKa, W TaKHe CUTYallud JIOJDKHBI
rapaHTHPOBATh MOJHOE OTCYTCTBHE pHCKa JuIsi aereil. VcciemnoBarenu
BCera JOJDKHBI yBaKaTh NpaBa peOCHKA, YUUTBHIBATH €r0 SMOIHOHAIb-
HOE COCTOSTHHE U / MJTH HecorJlacue y4acTBOBAaTh B HCCIECIOBaHHH [5].

Komurer 1mo 3THKe IOJDKEH KOHCYJIBTHPOBATH POIUTENCH B Kak-
JIOM KOHKPETHOM WCCIICOBAHWY, MPOBOAMMOM Ha JIETSX, YTOOBI 3a-
HIUTHTh HHTEPECH! peOeHKa. B peanbHON NpakTHKE HE BCE KOMHTETHI
MO ITUKE 00JaJar0T TaKUMH MOJHOMOYHsAMH. [10q00HBIC 3THUECKHE
NPUHIUIIBI TAKKE MPUMEHUMBI K B3POCIBIM, HE CIIOCOOHBIM J1aTh WH-
(dopmupoBanHoe cornacue. OHU BCer/ia JOJDKHBI OBITh TIIATEIBHO 3a-
IIMIICHBI U TIOIBEPTaThcsi aOCOMOTHO MUHUMAIIBHOMY PHCKY. 3aKOH-
HBIH TIPEACTaBUTENb JOJDKEH TOANMHUCATh HHPOPMHPOBAHHOE COTJIACHE,
M BO BCEX CIIy4asiX HEOOXOAWMO KOHCYJIBTUPOBATHCS C KOMHTETOM IO
ATUKE JUIS 3ALUTHI KX HHTEPECOB.

CoBMECTHOE HCIIOIB30BAHUE BBITOJ — OYCHB JICTTMKATHBIA BOIPOC.
[Tonk3a OT pe3yabTaTOB HCCIICOBAHUS, OCOOCHHO (PUHAHCOBAS, MOXKET
OBITH pacrpesielieHa MeXIy CyOBeKTaMH, COOOIIeCTBAMHU ITAIlMEHTOB
WIIM STHUYECKUMH TPYIIaMH, IPHHAMAIOIIMMH Y4acTUE B HCCIIEIOBa-
HUSIX, MCCIICOBATEISIMU M MX YYPSKICHUSAMH, U (hapMaleBTUICCKOM
MPOMBIIIICHHOCTEIO. UTO KacaeTcss COBMECTHOTO MCIIONB30BaHUS BhI-
roz, 0MOOaHKM JOIKHBI O0eCleunBaTh OANaHC MEXIYy MHOKECTBOM
KOHKYPHPYIOIIMX HHTEPECOB PA3INYHBIX 3aMHTEPECOBAHHBIX CTOPOH [5].

Cy1iecTByeT TOYKA 3pEHUsI, COTIACHO KOTOPOH JTOHOPCTBO OMOIIO-
TMYECKHX MAaTepPHAJIOB HE JIOJDKHO OIUIAYMBATHCS. B KOHEYHOM UTOTE
JOHOPBI TIOJIYYalOT TIOJIb3Y OT PE3YJIbTATOB, TOCKOJIBKY OHHU (pe3yiib-
TaThl) CIIOCOOCTBYIOT COBEPIICHCTBOBAHHIO METOIOB ITUATHOCTHKH U
nedeHus 3aboneBanuii. [lpenmonaraercs, 4TO Bce HETaTUBHBIC peak-
IIH, KOTOPbIE MOI'YT BOSHUKHYTh CPEIH JOHOPOB, MOXKHO MPEIOTBpA-
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TUTH C IOMOLIBIO TPO(eCcCHOHATBFHOrO M OTBETCTBEHHOIO OOMEHa HH-
¢dopmanueit, 00y4eHUsI JOHOPOB MPOLIECCY HMCCICAOBAHUS M MOJTHOU
MPO3PaYHOCTU PE3YJILTATOB MCCICIOBAHUS C TOUKM 3PEHUS MOTy4eH-
HBIX HOBBIX 3HaHUI [5].

[IpaBo cobcTBeHHOCTH Ha OMOJOTMYECKHE MaTEpHAalbl SIBISETCS
ele ofHOM TeMoH Uit o0cyxaeHus. CorjiacHO poCCHHCKOMY 3aKOHO-
JaTeNIbCTBY, UYENIOBEYECKHE TKaHW M MPOAYKTHl KHU3HEACATEIbHOCTH
MOCNE UX OTAENEHUS OT OpraHu3Ma SIBIAIOTCS 00BbEKTOM IIpaBa, Bela-
MH M MOTYT HaXOJHMThCS B COOCTBEHHOCTH JIF00BIX JnI] [7]. [1pu momy-
YeHUH HMX B XOA€ MEIUIIMHCKOTO BMEIIATEIbCTBA OHHU IOCTYMAIOT B
COOCTBEHHOCTh MEAMLIMHCKOH OpraHW3allid B COOTBETCTBUU CO
cT. 218 ®DenepanpHoro 3akoHa «['paxkmaHckuil komekc Poccuiickoit
®eneparuu» Ne 51-D3 [8].

[Ipu «momy4eHuu» UX Ha JOMY OHH MPUOOPETAIOT CTAaTyC Belieil B
CHJIy MX COXpaHEHHMS W Tepeaayn Ha uccienoBanue. COOCTBEHHHK
BIIpaBe MPOU3BOIUTH C TAKUMH OOBEKTaMH JIOOBIE NEHCTBUS, B TOM
YHCcie OCYLIECTBIATH JIOOBIE MCCIENOBAaHUS, XPAaHUTh HEOTPaHUYEH-
HBI CPOK, BBIBOIUTH YHCTHIC KJICTOYHBIC JIUHUH, OTUYKIATh TPETbUM
JIUIaM C COOJIIOJICHUEM HEKOTOPBIX YACTHBIX YCTAHOBJICHHBIX B 3aKOHE
orpannuenuii [7]. Hampuwmep, cormacHo cr. 3 ®enepanbHOro 3aKoHa
Ne 180-®3, nenonycTiMa KymJis-ipoaaxa OMOIOrHYecKOro MaTepHa-
na [9]. IlonoOHbIe neWcTBUS TPEOYIOT COOJIONCHUS JIMYHBIX TPaB Ta-
LUEHTA: [IpaBa Ha 3[0POBbE, JIUYHYIO HEMPUKOCHOBEHHOCTh U OXPaHy
YacTHOM XHM3HHU. JTH IpaBuwia OyAyT cOOMIOEHBI MPH YCIOBUU IIO-
Jy4eHHs OT MaureHTa HHPOPMHUPOBAHHOIO COTJIacHs, B KOTOPOM sic-
HO yKa3aHO Ha TO, YTO OMOMaTepuall MOXKET OBITh MCIOIB30BaH IS
WCCIIeZIOBAaHUH, a TakKe MPU YCIOBHH 00ECTICYEHHS COXPAaHHOCTH TIep-
COHaJIbHBIX JaHHBIX. [Ipu 3TOM MOXeT ObITH 0OPMIIEHO IIUPOKOE WH-
(hopMupoBaHHOE corlacue, KOraa MpennoiaraeTcs JUIIb OOIHHA Xapak-
TEp WCIOJIb30BAaHMS, — HAY4YHBIC MCCIECAOBaHUS. B ciydae HapyiieHus
9THX TpaB MalKEHT BIPaBE MOJATH UCK O HAPYIICHWUH JIUYHBIX HEHMY-
IIECTBEHHBIX IpaB [7].

O0MeH paHHbIMH. MEXIyHApOIHOE COTPYIHUYECTBO YPE3BBHI-
YaifHO MOJIE3HO M €T0 CIEeAYeT MOOLIPSTh, TOCKOJIBKY OHO MOABEPracT
JOHOPOB MUHUMAaJIbHOMY pUCKy. OOMEH TaHHBIMH MEXIy HCCIE0Ba-
TENBCKUMH TPYIMIIaMH, paOOTAIOIIMMH HajJ pPasHBIMA OHOOaHKaMH,
MOXET OOJIETYUTh MCCIICAOBAHMS, HO OH TakKe TpeOyeT yCTpaHEHHs
rJIaBHOTO Oapbepa — pa3HOro An3aiiHa OMOOAHKOB B PAa3HBIX YCIOBHSIX.
CymecTByeT HeoOX0AUMOCTh B OOJbIIEH MEKIyHApOTHOH rapMOHH-
3alud TPUHOUIOB OMOOAaHKMPOBAHMUS M €ro CTPYKTYphl. [ naBHBIN
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STHYECKUH BOMNPOC HMHTErpallil M TapMOHM3AaLWK HAOOPOB NaHHBIX,
coJepkamuxcs B OnobaHKax, — 3TO 3aluTa KOH(PHUICHIUAILHOCTH
CyOBEKTOB, MO3TOMY KOMHUTETHI MO 3THUKE IODKHBI HIPaTh BAXKHYIO
poie B Haj30pe 3a rapmonm3anueit [10].

MexnayHapoaHas KOH(EpeHIHS MO TapMOHHU3AIMKA TEXHUYECKHX
TpeOOBaHMI K pEerucTpalnuy JEKAPCTBEHHBIX MpenapaTtoB AJS MEAu-
LOUHCKOTO TPUMEHEHHS TpeayoXuia TapMOHH3UPOBAHHOE TPEXCTO-
ponHee pykoBoactBo |ICH mis onpexnenenusi reHOMHBIX OHOMapKepoB,
(apMaKoreHOMUKH, (PapMaKOreHeTHKH, CHOCOOOB KOAWPOBAHHS Te-
HOMHBIX JIaHHBIX B 00pa3uoB E15 ot 1 HosOps 2007 r. [11], a Mexny-
HapOIHBIA COBET MO TapMOHHU3AIMH TEXHUYECKUX TPeOOBaHWH K Jie-
KapCTBEHHBIM  IpenapaTaMm  JJisi  MEAWIUHCKOrO  MPUMEHEHUS
(International Council for Harmonisation of Technical Requirements
for Pharmaceuticals for Human Use) noaroroBuin rapMOHH3HPOBaHHOE
pykoBoactBo |CH 1o B3ATHIO T€eHOMHBIX NMPOO M YNPaBICHUIO T€HOM-
HeiMu gaHHbIME E18 ot 3 aBrycra 2017 r. [12]. OcHOBHas 1€k 3THX
JOKYMEHTOB COCTOMT B TApMOHHU3AI[MH MIPUHIUIIOB B3STHA T'€HOMHBIX
npod W ympaBlieHUS TeHOMHBIMU JaHHBIMU B KIMHUYECKUX HCCIIEHO-
BaHUSX, a TAKKE B MOBBIIICHUH OCBEIOMJICHHOCTH M HAIOMUHAHUHU O
HEOOXOUMOCTHU COONIOIEHNS TPaB CYOBEKTOB B CBSI3U C HCIIOIBH30BA-
HUEM UX JUYHON HH(OpPMAaLKH, O 3aIIUTE MOITYYCHHBIX EPCOHAIBHBIX
JaHHBIX, O HEOOXOJUMOCTU MONy4YaTh WH(OPMHPOBAHHOE COTJIACHE,
00 obecrieueHNH TPO3PAuYHOCTH PE3yJIbTaTOB B COOTBETCTBHU C JIO-
KaJIbHBIM 3aKOHOJIATENILCTBOM M perjaMentamu [1].

B 0Onobankax Takke cymiecTByeT mpoOdiieMa HU(QPOBBIX AAHHBIX,
0COOEHHO OOMEHa M XpaHEeHUs AaHHBIX B MTyOJIMYHBIX PEMNO3UTOPHUSIX.
MHorue OMOMEAMIMHCKHE JKypHAlbl 3a IMOCIEJHHE HECKOIBKO JIeT
YCTaHOBWJIM HEOOXOAMMOCTE CENaTh NaHHbIE KIMHUYECKUX HCCIIeN0-
BaHUI OOIIEATOCTYNHBIMHU, YTO BBI3BAJIIO CMEIIaHHBIC YYBCTBA IO BO-
npocam, CBs3aHHBIM ¢ KoH(puaeHnuansHocThio [13]. O630p momuTuku
KYPHAJIOB TOKa3bIBaeT, YTO HEKOTOPbIC JKypHalbl (PaKTUUECKH Tpe-
OyroT, 4TOOBI BCe Marepuaibl ObLIM OOIIENOCTYMHBIMU 10 IyOJHKa-
OUU PE3yJAbTaTOB HCCIENOBAaHUSA. JTO TpPeOOBaHHME MOXKET OKa3aTh
CHJIbHOE BIIMSHHE Ha PE3YJIbTaThl HCCIEAOBAHUs, TOCKOIBKY PacKphI-
THE TaKOro TUIa WHPOPMALUK AJISl HEKOTOPBIX THIIOB OMOOAHKOB MO-
XKET TPEACTaBJATh MOTCHIHMAIBHBIM M peajbHBIA PHUCK HapyIICHUS
KOH(HICHIMATBLHOCTH (HanmpuMep, Ui TOMYJISIHOHHOTO OMOOaHKa).
Ecnu Mbl peanonoxuM, 9to myOnuKanus pe3yabTaToB UCCIEIOBAHUS
TpeOyeT myOJIMYHOr0 PaCKPBITHS BCEro MaTepralia, BKIOYas TeHETUKY
U Jaxe UHPOPMAIUIO O POJOCIOBHOH, MOXXHO MPEANOJOXKHUTE, UYTO
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UCIIOJIb30BAHUE OTHOCHTEIILHO HEOOJBIIOr0 KOJUYECTBA T'eHETHYe-
CKHX MapKepoB M IIEPEKPECTHOE CPaBHEHHE C POJOCIOBHON MOXKET
NPUBECTH K CEPhE3HOMY HAPYLICHHIO KOH(HICHIUATBHOCTH U BO3-
MO>KHOCTH HEPAaBOMEPHOTO UCTIOIb30BaHUs Takol HH(popMarmu [5].

[TpoToKoN Ka)XIOro MCCIEIOBaHMs, B KOTOPOM ILTAHUPYETCS HC-
MOJIb30BaHUE XPAHALIMXCS B OMOOAHKaX OMOJOTMYECKHX MAaTepHaJIOB
YEIIOBEYECCKOT'0 MMPOUCXOXKACHHS M COIMYTCTBYIOIIMX JaHHBIX, HEOOXO-
JMMO TI0/IaBaTh Ha dKcrepTu3y B Komuter mo stuke. Komuter nomkeH
YIOCTOBEPHUTHCS B TOM, 4TO TpEIIaraeMoe HCIOIb30BaHUE TAKUX Ma-
TEpHaJIOB MONAIACT MO Chepy NeHCTBHUS YCIOBHH, C KOTOPBIMH CO-
riacwicst JOHOp (CyOBEKT MCCIICIOBAHUS), €CIIM OH MPEAOCTaBIII LIH-
pokoe HH(POPMHUPOBAHHOE COrIacue Uit Oymymux uccnenoBanuid. Ecim
’Ke TpeIaraeMblii Crocod MCIONB30BAHUS BBIXOIUT 32 PaMKH paspe-
IICHHOT'O HAYYHOT'O IIPUMEHEHUS], TO TPeOyeTCsl MOTy4eHUE TIOBTOPHOTO
WHIMBUTyaJILHOTO HH(OPMUPOBaHHOTO cornacus [2].

Komuter mo 3THKE MOXKET OTMEHUTHh TPEOOBAHUE O TONYyYCHHH
WHJIUBHYaJIbHOTO WH(MOPMHPOBAHHOTO COTJACUsl ISl TPOBEICHUS
UCCJICIOBAaHNUN HA apXUBHBIX OMOJIOTMYECKUX MaTepuajiaX MPOILTBIX
TIEPHOJIOB, €CIIU COOJIIOICHBI TPH ycioBus [2]:

1) 06e3 U3MEHECHUS YKa3aHHOTO TPEeOOBAaHUS WIIM OTCTYILICHHS OT
HErO BBINOJHEHHE JAHHOTO HCCICIOBAHHS TPEICTABISCTCS HEBO3-
MOXKHBIM HJIH TIPAKTUYECKH HEOCYIIECTBUMBIM;

2) [aHHOE WCCIENIOBaHUE O0JalaeT Ba)KHOH COLMAIBHOW ICH-
HOCTBIO;

3) IaHHOE MCCIeTOBAaHHE CONPOBOXKIACTCS HE Oojiee YeM MUHU-
MaJIbHBIMU PHCKaMH ISl y9aCTHUKOB.

KoMUTeTHI 110 3THKE SIBISIOTCS TapaHTHEH UHTEPECOB CyObEKTOB H
MOATOMY HMTPAIOT OYCHb BaXKHYIO pOJIb B OMOOAaHKHpOBaHUU. Pa3BuTne
On00aHKOB M WX WHTErpalus 3aBUCAT OT KOMHUTETa IO dTUKe. Poib
KOMHUTETa TI0 STHKE HMMEET pelIaloliee 3HaueHUE sl 00CeCICUCHUs
00IeCTBEHHOT O TOBEpHsI K OMOOaHKaM.

Bonpioe BHUMaHKE CIIEyeT yIESTh MOArOTOBKE K DKCIICPUMEH-
Tam — TpeOOBAaHUAM K KBaIM(HUKALMH JIML, MECTaM MPOBEICHHS, TIPH-
HATHIO HEOOXOUMBIX MEp MPEIOCTOPOKHOCTU U T.J. DTOT acleKT J0-
BOJIBHO XOpOIIO HAa OPraHU3allMOHHOM, HOPMAaTHBHOM M 3THYECKOM
YPOBHSIX NPOPadOTaH MPUMEHUTENBHO K KIMHHYECKUM HCCIICIOBAHH-
SIM JICKapPCTBEHHBIX TPENapaToB Ul MEIUIIMHCKOTO PUMEHEHHUS, Xy-
e — K JIPyTUM CpPeCTBAaM METUIIMHCKOTO TIPUMEHEHUS.

Cornacao Kopnekcy mpodeccronansHOi dTHKH Bpada PO [14],
Bpay 00s3aH TOOPOCOBECTHO BBIMONHITH BECh KOMIUICGKC JIe4eOHO-
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JUArHOCTUYECKUX MEPOIPHUATHI HE3aBUCUMO OT I0JIa, BO3pacTa, pa-
COBOH M HAllMOHAJILHOW IPUHAJUIEKHOCTH MALMEHTa, €r0 COLMaIbHOTO
cTaryca ¥ MaTepUajbHOTO IMOJIOKEHUS, BEPOUCIIOBENAHUSA U TIOJIUTH-
YEeCKUX B3IJIA0B uenoBeka. OHAKO B YCIOBUSAX PHIHOYHON 3KOHOMU-
KH, JTOBOJIBHO KECTKUX TpeOOBaHUH, MPEIbSIBISAEMbIX K HA3HAYCHUSIM,
BAKHEHIITYIO 3THYECKYIO HOPMY OCYIIECTBIIATh BECbMa HE MPOCTO. Psan
YCIIOBHUI 711 IPOBEACHUS TE€X WM MHBIX MaHUITYJISALUN, B TOM 4YUCIIE
JUarHOCTUYECKON HaIpaBIEHHOCTH, 3aKpENJIeH MOA3aKOHHBIMU aKTa-
MU, 00s3aTeTbHBIMH Uil MCIoNHEeHUsl. OJHAKO OHM KacaloTcsl B OC-
HOBHOM «OOBIYHBIX» MEAWIMHCKHX BMELIATENBCTB, HE CBSI3aHHBIX C
Hay4yHO pabortoil. [Ipu oTCyTCTBHM B MEAMLMHCKON OpraHH3aluu
HEOOXOMMBIX YCIOBHH M pECypcoB Bpad 0053aH HANPABUTH MAl[EHTa
B COOTBETCTBYIOIIEE MEAUIIMHCKOE yupexaeHue (opranusanuio). Peun
UIET O MPaBWJIBHOW MapIIpyTHU3alluy NAlMEeHTOB, 3HAHUU MECT JAUCIO-
Kalu# MpoQUIbHBIX IEHTPOB U Bpayel-TeHETUKOB.

Eme omna muckyccrmoHHast 00nacTh, MOMyYHBIIAas 0cOOYyIO aKTy-
aIBbHOCTh B TOCIIEAHHUE TOABI B CBS3HM C Pa3BUTHEM TI'€HETHYECKHX H
TCHOMHBIX HCCIIEIOBAaHHN, — ITHUYECKHE ACIEKThl WH(OPMUPOBAHHOTO
coryacus Ha reHerndeckue (reHOMHbIe) uccienoBanus. He BbI3bIBaeT
JHMCKYCCHH TIOJIOKEHHE O TOM, 4TO €CIIM FeHeTHdYecKkue ((hapmMakoreHe-
TUYECKUE) U / WM TEHOMHBIC UCCJICIOBAHUS B paMKaX KOHKPETHOI'O
MPOTOKOJIA MCCIICIOBAHMS SBISIFOTCS OOJIMTaTHBIMU (00s3aTeIbHBIMU)
npoueaypamMu, TO JOCTaTOYHO OJHOTO JOKyMEHTa — WH(POPMAIIHOHHO-
0 JINCTKA NanueHTa ¢ GopmMoi HHPOPMUPOBAHHOTO coriacus. B aToii
¢dopme nommKHa OBITH MpeAcTaBcHa BCs MHPOPMAIUS O LeNsIX U 3a1a-
Yax MCCICAOBaHMsI, U TALMEHT 100 COTTalaeTcs Ha yJyacTue B HEM, B
TOM YHCIE C 00S3aTEIbHBIMU NPOLENYypaMH, KacalolIMMHCS HCCIIEeH0-
BaHUSl TEHOB HCIIBITYeMOro, OO He corjamaercs. B Tex cmywasx,
korna reHeruueckue (papmakoreHernueckue) U / MM TEHOMHBIC HC-
CJIEZIOBAHHS B paMKax KOHKPETHOTO MPOTOKOJA MCCIETOBaHUS SIBIIA-
I0TCsl (paKyJIbTaTHBHBIMU (HEOOSI3aTeIBHBIMHU) MPOLCAYPAMH, ISl HUX
MOXeET OBITh PEKOMEH/IOBaHa OTAENbHAas (opMa HH(OPMUPOBAHHOTO
corjacusl.
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COLMAJILHO-TICUXOJOT' MYECKHUE
ACHEKTHI PA3BUTHUSI TEHETUYECKHUX
TEXHOJIOTU1 B MEJULIUHE

A.1O. Jloaros

I'EHOMHAS MEJIUIIUHA B POCCHH: 9TOC HAYKMU,
I'OCYJAPCTBEHHBIE UHTEPECHI
U OKUJIAHUSI TAIIMEHTOB!

Annomayus. B TiaBe NpencTaBICHBI PE3yNBTATHl COLUAIBLHOTO HCCICIOBAHUS
COCTOSTHVISI TCHOMHOM MeAuIUHEI B Poccnn. OCHOBHOE BHUMAHHUE YIEICHO KITFOYEBBIM
KOJUIEKTUBHBIM aKTOPaM 3TOH 00JIaCTH — YYCHBIM, KOTOPHIE HAXOMATCS Ha MEPEAOBOM
MOTYYEHNUs] HOBBIX 3HAHUM, W MAalMEHTaM, KOTOPBIE SBISIOTCS KOHCUYHBIMH IOTydaTe-
JISIMU TIOJIB3BI OT 3TUX 3HaHWHU. PaccMoTpeHa Takke poib TOCYIapCTBEHHOTO YIaCTHS
B Pa3BUTUHU T'eHOMHOM MeauIHbI B Poccun. [IpuBonstces hparMeHTs! nccie0BaTeb-
CKHX MHTEPBBIO CO CHEIHAIMCTaMHU B 00JACTH T€HOMHOW MEIWIUHBI U POAUTEISMH
JIeTel ¢ TMarHOCTHPOBAaHHBIMHU BPOXKJICHHBIMH 3200J1€BaHUSIMH.

Knrouesvie cnosa: TeHOMHas MEIUWINHA, TANUEHTHI; OpdaHHBIC 3a00JICBaHIS;
peabunuranus; OHOITHKA.

BBenenne

Wnen o cymiecTBOBaHUM 3JIEMEHTAPHBIX CIUHULl HACIIEICTBEHHO-
CTM W HM3MEHYMBOCTU TOIYYMIM MHOXKECTBO Pa3IHUHBIX (QUIOCOd-
CKHMX, MEAMLIMHCKUX M HayYHBIX OMUCAHUU U 000cHOBaHMi. Jloraaku o
MOJICKYJISIPHBIX OCHOBAaX XW3HHW W / WIN TPHHIMIAX HACICACTBEHHO-
CTH MOXKHO OOHapYyXHWTh YK€ B TpyJaxX JPEBHETPEUECKHX W JIpEBHE-
pumMckux ¢unocodos (y Apucrorens, Jemokputa, Dnukypa, Jlykpe-
must) ¥ Bpaded (y Ackienmana Buduuckoro m Copana Ddecckoro)

! UcenemoBanme BBITIONHEHO 3a cUeT rpanta Poccuiickoro HayuHoro ¢onzaa (mpo-
ekt Ne 19-18-00422).
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(mogpoOHee 006 aTom cM.: [1]). Bnarogaps OTKPBITHSAM B MOJEKYIISP-
HoM Omonoruu, caeinanHbIM npeumyinectseHHo B XX u XXI BB., cero-
IHSI KITIOYEBYIO POJIb B MOHUMAHUHM MEXaHW3MOB HACIECICTBEHHOCTH H
MYTalUil B OpraHU3Me UTPAIOT MOHSTHS TeHA M TEHOMA.

3HaHUS O TeHe U TeHOME CTPEMHUTENBHO MEPEeXOIiT M3 HayYHBIX
nabopatopuii B MOBCEAHEBHYIO )KU3Hb. Pa3BUBaeTCs cepa TeHOMHOM
MEAWIUHBI, PACIIUPSETCS] PHIHOK MOTPEOUTENECKOM TEeHOMHKH, OTCHUT-
KU K TEHETHKE YacTO BCTPEYAIOTCS B MAaCCOBOH KyNbType (B pekiame,
KUHO ¥ T.1.). JIOCTYyITHOCTh MOTPEOUTENHCKOH T'€HOMHKH CTaHOBHTCS
MOBOJIOM JIJIsl MHOXKECTBA ITyOJIMYHBIX M HAYYHBIX JAUCKYCCHI O TIepco-
HaJTbHOM MICHTHYHOCTH, <T€HETHYECKONW OTBETCTBEHHOCTH» B CEMEH-
HO-POJICTBCHHBIX OTHOILICHUSX, IpaBe HE 3HATh» CBOK T'CHETHYE-
CKYI0 MH(OpMaIuio, aBTOHOMUY MAalUCHTa B «MEAMKAIH3UPOBAHHOM
obmrectBe» u ap. [2]. Erle onuH acmekT «reHeru3aiuu oomiectay [3]
CBSI3aH C TPEJIOKEHHEM HEKOTOPBIMH afelTaMH TeHETHKH YHHBEp-
CallbHOTO OOBSACHEHHS BCEX CTOPOH XHM3HH UelOoBEeKa — OHoJorhue-
CKOH, IICUXUYECKOH, COLMaIbHOM, KYIbTYPHOM.

3a mpeaenaMu UCCIEI0BATENBCKUX JIAOOPATOPUH U MHCTUTYTOB Y
TCHETHKH KaKk aBTOHOMHOW OONacTH HaydYHOTO 3HAHHUS CO CBOMMH
BHYTPEHHHMH TPaBHJIAMHU M JIOTUKOW Pa3BUTHS BO3SHUKAIOT Pa3HO00-
pa3HbIe penpe3eHTalruu U 00pa3bl (B OOBLICHHBIX MPECTABICHHSX, B
MOJMTUYECKOW ¥ MEJMAPUTOPUKE U T.J.). B MX cO31aHNM TJ1aBHYIO POITh
UTPAIOT TaKKe KOJUICKTUBHBIC aKTOPBI, Kak rocyaapcTso [4; 5], CMU [6;
7; 8], maumenTh 1 noy4aTenu MeauiuHckux yeryr [9; 10; 11]. Takum
00pa3oM, MOXKHO CKa3aTh, YTO HE CYIIECTBYET €JUHOTO YHHBEpCAallb-
HOTO MMOHUMAaHHUS TeHETHKH — OHO TI0-pPa3HOMY KOHCTPYHPYETCS B pas-
JMYHBIX cepax HesTeabHOCTH Jronel. [Ipu 3ToM reHeTnka (v mupe —
TeHbI) BCTPOCHA B acCaMOJISDKU WM CETH B3aMMOJICHCTBHH, C MOMO-
IBI0 KOTOPBIX CO3JIaeTCsl COLMAIBHBIN mopsiiok [12], T.e. MHOr0OOpAa-
3Me OMHMCAaHUHM CKIaIbIBaeTci B HEKYIO OOIIyl0 COOpKY CMBICIOB,
NPENCTAaBICHUI 1 HAPPATHBOB.

MennurHa ¥ OMOTEXHOJIOTHMH HEOAHOKPATHO Momajaid B (OKyc
COLIMANIbHBIX HCCIENOBAaHUN Kak OOJIaCTH, MOPOXKIAIOMINE DPa3HbIC
cocoObl OnKMcaHusl CBoMX oOBbeKTOB. Kak moka3aHo B MCCIeNOBaHUU
A. Mor1, B OTJIMYAIOIIMXCS MPAKTHKAX THATHOCTHKU U JICYCHUS BO3HH-
KaloT pa3NIMuHbIe BEpCHU 3a00JIEBAHUH W COOTBETCTBYIOLIME UM pe-
IBHOCTH, MHBIMH CJIOBAMH, MBI HMEEM JIEJIO C OHTOJIOTHYECKOH MHO-
’KecTBeHHOCTHIO [13]. MccnenoBaTenbHuIa OMUCHIBACT, KAK METULIUHA
npucrnocabianBaeTcsa K CBOMM O00BEKTaM, B3aUMOACHCTBYET ¢ HUMH U
(bopMupyer uxX B pa3HOOOPA3HBIX M3MEHYMBBIX MpakTHKax» [13, c. 21].
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Takum obOpazom, 00bekT (B mcciemoBanuud A. Mol — aTepocKiiepos)
MOXET «MHOT000pa3HO MPOSBIATH ceOs», HO B UTOTE OH cOOHMpaercs
BO 4TO-TO OonHO [13, c. 217].

I'oBopst 00 3pdexTe MHONKECTBEHHOCTH MPOSBICHUS OONE3HU Ha
YpOBHE KyJIBTYpHBIX cucteM, A. KieiiHMaH oTmeyaer, 4TO MEIMIUH-
CKHE CHENUaTNCTHl MPEAsaraloT Ui ee JIeueHUs OOBsICHEHHs], Colep-
XKallue TEXHUIECKYI0 HH(OPMAaLHIo, U CIOCOObI JICUCHHUS, SBIISIOIIIC-
Csl TEXHMUYCCKUMHU «IOYMHKAMHU». [lallMeHThl XK€ MOMHMO JICUCHHUS
CHUMIITOMOB HIIYT «COLHAJILHO 3HAYMMBbIe OOBSICHEHUS U MCHUXOCOLH-
aIbHOE JICUeHHE 3a00aeBanus». TakuM 00pa3oM, CHEIHANTUCTRI TOBO-
PAT 0 OOJIE3HM C TOUKH 3pEHUS OMONOTHYECKUX (YHKIUI 1 OBEACHUS
(disease), a maMeHTHI U MX CEMbH — Ha S3bIKE OIBITA, PAaCIIPOCTPAHCH-
Horo B KyibType (illness) [14].

W3ydasi KOHKypHPYIOILKE JIOTUKH B 3IpaBooxpaHeHuH, P. CKOTT
MpeAaraer paccMaTpUBaTh 3IpaBOOXPaHEHHE KaK «OpraHU3aluOHHOE
MOJIE», YTO MOMOXKET BBIACTHUTH. «1) BAXKHOCTH OpraHW3alui AJs Co-
[UAJTBHBIX aKTOPOB; 2) POJib TOJMTUYECKHX TPOIEeccoB (Kak 0OLIMX
COIMETANBHBIX, TaK W CHCHU(UUHBIX I JAHHOTO TOJISA) AJIS TMOJ-
JIEep’)KKH WM OrPaHMYCHUS CUCTEM MPOM3BOJACTBA M IOTpEOICHUS,
3) BIMSHUE KYIbTYPHO-KOTHUTHBHBIX W HOPMATHUBHBIX (DaKTOPOB,
(OpMHPYIOIINX MHUPOBO33PEHHE, HHTEPECH M ACHCTBHS XO35SHCTBEH-
HBIX aKTOpOB; 4) criocOObI OpraHU3alUU XO3SHCTBEHHON IESITebHO-
CTH B OTHOCHTEJIEHO 000COOJIEHHBIX KJIACTEepax ¢ YETKHMMH TPaHULIAMM»
[15, c. 28-29]. Takoii moaxo[a, OTMEUaeT aBTOpP, MO3BOJSIECT YBUACTH
«cooluiecTBa OpraHu3aliii, pa3AeiioNNX OOIIYI0 CUCTEMY CMBICTIOB
W B3aMMOJEHCTBYIOIIMX APYT C APYroM C OoNblIel yCTOHYMBOCTHIO U
MHTEHCHBHOCTBIO, H&KEIH C areHTaM| 3a npefenamu mois» [15, ¢. 29].

PasHbie criocoOb 00BsIcCHEHUS 3a00JIeBaHHS Yepe3 00paleHre K re-
HeTHKe (PUKCUPYIOTCS TakKe Ha YPOBHE CUTYallMd HETIOCPEACTBEHHOTO
B3aUMOJICHCTBIS MKy BpadoM U manueHtoM. A. [IInpokos, onupasch
B CBOEM HCCJIEIOBAaHUM HA 3THOMETOJOJIOTHIO M KOHBEPCAIIMOHHBII
aHaJ M3 MpYU HAOIIOMCHUHN 32 B3aUMOJICHCTBHEM Bpaya-TeHETHKA M Ia-
LUEHTa, OMKcall, KaK Bpad cooOuaeT nHpopMaLuio NalueHTy U KaKylo
POJIb B 3TOM IPOLIECCEe UTPAET MAIMEHT, AEMOHCTPUPYIOLMK CBOE T10-
HUMaHHE WM HelloHuMaHue. BHuMmanue uccnenoBarens choKycupoBa-
HO Ha SMHCTEMUYECKOH W KOMMYHUKaTHBHOM aCHMMETpPHSX, KOTOpBIE
BO3HHKAIOT BO B3aUMOJICHCTBUH Bpaya-reHeTHKA U maruenTa [16].

Takum 00pa3oM, MOXXHO TOBOPUTH O MHOKECTBEHHOCTH MPOSIBIIE-
HUS TEHETHYECKOTO 3HAHKS Ha Pa3HBIX YPOBHIX: KYJIbTYPHOM, HHCTHU-
TYHHOHATBHOM U OPTaHU3AI[IOHHOM, Ha YPOBHE COIMATBHBIX MPAKTUK
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n CI/ITyaL[I/Iﬁ HECMMOCPECACTBCHHOI'O BSaI/IMOZ[Cf/’ICTBI/Iﬂ. B rimaBe nokasaHbl
pa3In4YHbIC CIIOCOOBI OMUCAHMS TEHOMHOM MCIHUIIMHEBI B Poccun. Xots
OHH (bOpMI/Ip}/'IOTCH B pPa3HBIX AUCKYPCHUBHBIX W HWHCTUTYLIMOHAJIBHBIX
paMKax, OHHU, TEM HC MCHEC, HC MMOJHOCTbIO aBTOHOMHBI U BO MHOT'HX
OTHOIIEHHSX B3aMMO3aBHCHUMEI. IMEHHO B 00JacTU IeHOMHOI MCOH-
UHBI MPOUCXOAUT Haubojee TECHOE MNEepeCCYCHUC HAYYHOT'O 3HAHUA,
06I>I,Z[€HHI>IX KOJITICKTUBHBIX HpCZ[CTaBIIeHI/If/’I 1 roCyJapCTBCHHOI'O y4a-
CTHUs, KOTOPOC IMPOABIIACTCA KaK B PCTrIaMCHTAaX W HAA30pC, TaKk U B
(bHHaHCHpOBaHI/II/I U KOHKPCTHBIX MEpax MOAACPIKKU. OCHOBHOE BHH-
MaHHC B I'JIaB€ YJCIICHO KIIFOUCBBIM KOJUJICKTUBHBIM aKTOpaM 9TOi 00-
JJaCTH — CIICuaIncTaM B obnactu MeZ[HLIHHCKOﬁ reHETHKN / TEHOMMKU
N TCHETUKHU YCIOBCKA KaK TEM, KTO HAXOAWUTCs Ha HCpeI[OBOfI HOBBIX
3HaHHﬁ, 1 MauCHTaM, KOTOPLIC ABJIAIOTCA KOHCUHBIMU MOJIYYaTCIIAMA
IIOJIB3EI OT ATHUX 3HAHHM. PaCCMOTpeHa TAK¥XC POJIb TOCYAAPCTBCHHOI'O
yY4acCTud B pa3BUTUHN TCHOMHOM MCIUIIMHEI B Poccun.

Metoa ucciaeaoBaHus

JInst Toro uT0OBI pa3o0paThCsl C MOCTaBICHHBIMU BOIIPOCAaMH, ObI-
T TIpoBeneHbl 13 AKCIepTHRIX I/IHTepBblol U CeMb MHTEPBBIO C Mallu-
eHtami. [IpencraBieHHoe UCcIel0OBaHNE HE IPETEHIYET Ha penpe3eH-
TaTUBHOCTh W HAIEJICHO Ha IMPEIBAPUTEIBHOE BBISBICHHUE OCHOBHBIX
npoOJieM, ¢ KOTOPBIMH CBSI3aHO Pa3BUTHE TeHOMHOM MeIuIMHbI B Poc-
cuH. DKCIepTHBIE HHTEPBBIO NpoBoauiuch jeroM 2020 r. mo Buaeo-
KOH(EpPEHIICBS3M. DKCIEPTaAMHU CTAI POCCHICKUE YYCHBIC M BpadH-
reHetukn u3 Mockssl (9), HoBocubupceka (2), Cankr-Ilerepoypra (1)
U OIHOM U3 pernoHanbHbIX cTtonui’ (1). CeMb M3 HUX CIICIUANTU3UPY-
I0TCsL B 00NacTH (pyHIaMEHTAIBHBIX HAyYHBIX MCCICIOBAHHMU, MATEPO
MOMHMO PaboThI B HAYKE — MPAKTUKYIONHE Bpaun. Bo3pact — ot 27 1o
58 5ier; cemepo SKCHEPTOB — MY>KUHHBI, HIECTEPO — KEHIIUHBI; 12 sKc-
MEepPTOB PabOTaIOT B TOCYAAPCTBEHHBIX HAayYHO-HUCCIICHIOBATEIBCKUAX
MHCTUTYTaX U YHHBEPCHUTETaX, OAMH DKCIEPT — B YACTHOM MEIMIIVH-
CKOIl opranuzanuu. [Ipurnamenue NpuHATh ydyacTHe B HHTEPBBIO pac-

! PesynbTaTh! aHaNM3a SKCIEPTHBIX HHTEPBBIO PAHEE OBUIM MPEICTABICHHI B CTa-
18e: [{071206 A.FO. «Ha 3TOM IyTH BO3MOXKHBI Pa3HbIe HENPHATHOCTH». YTO CIEIHANIN-
CTBI TOBOPSAT O MEIHIMHCKON reHeTnke B Poccuu (0 pe3ymbrataM SKCIEpPTHBIX HH-
tepBbio) // Ilpakcema. IIpoGiemsr BusyanpHO#M cemuorukm. — 2021. — Ne3 (29). —
C. 97-115.

2 ['Opox He yKa3aH C HENbI0 COXPAHEHHS AHOHUMHOCTH SKCIIEpTA.
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CBUTAJIOCh YYEHBIM IO 3JIEKTPOHHOH mouTe. becena crponnack BOKpyT
CIOJKETOB, CBSI3aHHBIX C MPOOJIEeMaMH M MEPCIeKTHBAMU Pa3BHTHUS Te-
HETUKU YelIOBEKa, MEOUIMHCKONW TeHETHKH U T€HOMHOW MEAUIUHBI B
Poccun, ¢ yaactuem rocyaapctsa B MOAJEPIKKE HCCICAOBAHUM H C TO-
TOBHOCTBIO JIIOJ€Hl K BHEIAPCHUIO TEHETHMYECKUX TEXHOJIOTHH B UX
MOBCETHEBHYIO )KU3Hb.

Taxke OBUIO MPOBENCHO CEMb HMHTEPBBIO C MAIIMEHTKAMH (JIeTOM
2020 r. u nerom 2021 r.): WATH — 1O BUICOKOH(EPCHLCBSI3HM B (hopme
TTTyOMHHOTO MHTEPBBIO C MaTepsMH JAETeH, UMEIOIINX PEAKHE BPOXK-
JeHHbIe 3a00JIeBaHMs; Ba — B MUCBMEHHOH (opMe B MecceHIKepe
COLIMAIILHOM CETH CO B3POCIBIMH MalMeHTKaMH (Y OJHOW W3 HHUX —
IMarHOCTUPOBAaHHOE BPOXKAECHHOE 3a00ieBaHue, Ipyroil ObUIO peKko-
MEH/IOBaHO MPONTH I'eHETHYECKOE TECTUPOBAHUE B AUATHOCTHUECKUX
LENsIX, TTOCKOJIBKY I'eHETHUECKOe 3a00JIeBaHHE Y HEE HE BBIABIICHO).
Bospact undopmantok — ot 34 no 46 ner. Bece nHpopMaHTKM ObLTH
HaWJICHBI Yepe3 TeMaTHYeCKHe IPYIITBI B COMAIBHBIX ceTsax (cooOre-
CTBa MAalMEHTOB WM yYaCTHUKOB, HHTEPECYIOIINXCS TEHETUKOH U re-
HOMHOI MenuuuHON). OCHOBHBIC BOMPOCHI, 33/1aBacMble HH(POPMAHT-
KaM, KacaJliCh OIbITa B3aMMOJCHCTBHS C BpauaMH, TOCYAapPCTBEHHOM
MOJJICPXKKH JIIOACH € BpPOXKACHHBIMH Op(daHHBIMH 3a00JIEBaHHUSIMH,
OXHMJAHUH NalMEHTOB OT F'eHETHYECKUX HCCICIOBAHHM.

YueHble 0 HEONpPeAeJTeHHOCTH MPUMEHEHHUsI
reHeTHYeCKNX TeXHOJIOTHi, OHOITHKE H
rocyAapCcTBEHHOM pPeryJIMpOBaHHH

Ecnu roBopuTh O TNIaBHBIX OrPaHUYMTENSAX M PETYISTOpax Ies-
TENBHOCTH YYEHBIX, KOTOPBIE YIIOMHHAINCH 3KCIIEPTAMU B HHTEPBBIO,
TO MOXXHO BBIJICJIUTH TPU OCHOBHBIX ITyHKTa: 1) HEONpEIEIEHHOCTS;
2) STHYECKHE OrPaHUYCHHUS; 3) TOCYIapCTBEHHOE PEryIUpOBaHHE.

HeonpenenenHocTs 3amoxeHa B caMy CyTh HCCIIEOBaTENbCKON
pabotel. PaccmatpuBas npobiemMy HeonpeaeIeHHOCTH, aMePUKaHCKUT
reneruk P. [laliepun ykaspiBaeT Ha HEM30CKHOCTh €€ BOSHUKHOBEHUS
B paMKax NMpHUpalleHus 3HAaHUK O TeHOME, HECMOTPsI Ha TO YTO COBpE-
MEHHasi MEIWIMHA OPHEHTHPOBaHA HA MaKCUMAJbHYI0 TOYHOCTH H
OIHO3HAYHOCTh JUATHOCTUKHU M Tepanuu. [lockonbKy «Hama crmoco0-
HOCTb HCCIIEIOBATh UYEIOBEUECKUN T€HOM Ha Bce Oosee OeTann3upo-
BaHHBIX YPOBHSX BO3PACTAET, BO3PACTAET H BEPOATHOCTD CTOJIKHYTHCS
C HEOMNpPeeIEHHOCThIO 3HAUCHUS MTOTyYeHHONH HH(POPMAaLUU», — OTMe-
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yaer y4yeHsld [17, p. 133]. MiMeHHO MmOATOMY KOHIIEMIMS HEompee-
JICHHOCTH Haubojee aJeKBaTHO OTPa)kaeT HBIHCIIHUK Tam pa3BUTHSA
TEHETHKH /| TCHOMHUKH YeJI0BEKAa M MX MPAKTHYCCKOTO MPUMCHEHUS B
MeAUIMHE. B MHTEPBBIO POCCHUIICKHME DKCIEPTHI OTMEUANd, YTO, He-
CMOTPS Ha PacTyIIUi 00beM 3HAHMS U OOJBIION MOTSHITHA €ro MpaK-
THYECKOT'0 MCIOJBb30BAHUS, IO KOHIA HEMOHITHO, K KAaKUM MOCTE/CT-
BUSM MOXKET TPUBECTH MPUMEHEHHE T'CHETHUCCKON Tepamuu W TeM
OoJiee reHEeTHYECKOT0 PEIaKTHPOBAHHUS.

«...Hacmynuno epems, xoeda 3azosopuiu o pedaxmupogaHuu u
B03MOJICHOCIIU €20 NpUMEHeHUs, a Mo ebi3vlgaem euje OoavuLe 60-
npocog. To ecmvb, ¢ 00HOU CMOPOHYL, MO MAKAL 8POOE KAK NPOPLLG-
Hasl BOIHA OYEHb MOWHASA, A ¢ OPY20ll CIMOPOHbBL, OHA BbI3LIGACTN MACCY
onaceHull u Maccy, 8 oouwjemM-mo, 6apuaHmos pazeumusi coObIMuL.
A oymaro, ymo HUKMO MOIKOM He MOHCEem CKA3AMb, HACKOALKO MO
6000uje pabomaem, Kakue-mo 0OmoenIbHble NPUMeEPbL eCMb, HO 8OM KAK
ama cumyayus Oyoem pa3eusamuvcs 0anvuie, He 04eHb NOHAMHO <...>.
U so00we, emewmusamovcsa 6 260104UI0 — MO 0€l0 mMaKoe, O4eHb
ONnAcHoe, NOMOMY UMO, 0ddCe eClu HaM KAdCemcs, 4mo Ml HOHSIU,
Kax amo pabomaem, COBEPULEHHO HENOHIMHO, KAK 21O PeanrbHO NOJy-
yumest u yeeo Mol euje ne snaem» (ocen., 39 1em, Mockesa, 3a8. 1abo-
pamopuell, KaHo. 6uon. Hayk, cmagic — bonee 16 Jzem)l.

B onHoii u3 Gecen sxcnepT cBsizaia MpodiaeMy HEeOlpeaeleHHOCTH
C OTHOCHUTEIBHO HEOOJBITNUM KOJHYCCTBOM BPEMEHH, B TCUCHHE KOTO-
POro MPOBOAMIINCH KIIMHUYECKUE UCIIBITAHUS: «H K020a cosopsm ““pe-
0aKmuposanue 2eHoMa yice ecmy’” — 0d, HO Mbl He 3HAeM, K YeMy MO
npugedem. M me snaem, Kk uemy npuseoem sKCmMpaKopnopaibHoe onio-
domeopeHue, y Hac Hem omoaieHHbix pe3yrvmamos. Eue ne ymep, kax
eosopumcsi, nepeulii pebenok, komopuwiid 3avam IKO, on ewe ne 0o-
arcun 0o cmapocmu» (scen., 50 nem, Hosocubupck, 3as. xaghedpot,
epay-eenemux, 0-p meo. Hayk, cmadic — 21 nem).

C TOUYKM 3pEHHUS YUYEHBIX, HEOMPEIACICHHOCTh MOCICACTBUN HE
MOXET OCTAHOBUTH PAa3BUTHE T'CHETHKH, HO OHA SBISCTCS BaXKHBIM
(haxTOpPOM, BIUSIOIIUM Ha OCTOPOXKHBIN U MPOJTYMAHHBIN XapakTep UX
HCCIIEIOBATEILCKUX M MPAKTHUECKUX perneHui. Takum obpa3om, He-
OTPE/ICTCHHOCTh BBICTYNAET B KAYECTBE OTPAHUYNTEILHON KaTeropuu

! B ckoGKax IoCITe LUTAT U3 BRICKA3BIBAHII YKCIEPTOB yKa3aHbI HX [OJI, BO3PACT,
TOpOJ, AOIDKHOCTH, YUCHAs! CTENCHb M IMPHMEPHBIH CTaXX HaydHOH paboTsl B 00iacTH
TEHETUKH 9IeJI0BEKa 1 / WITH MEIUIIMHCKOM TeHETUKH, TEHOMHOM MEUIINHBL.

191



KakK Ha ypoBHE (yHIAMEHTAILHBIX HAYYHBIX MTOMCKOB, TaK M HAa ypPOB-
HE KOHKPETHBIX KITHHUYSCKUX MPAKTHUK.

Bcé 70 TakKe CBSI3aHO ¢ MOHUMAHUEM YUCHBIMH DTHYCCKUX Orpa-
HUYCHWH, ¢ KOTOPHIMM OHH CTAJKUBAIOTCS B cBoedl pabore. Cpemu
POCCHICKUX OMOITHKOB €CTh MHEHHE, UYTO TPATUIIMOHHBIC MPEICTaB-
JICHUST O TMPE3YMIIIUM MOPATBHOM T00pPOJCTENN YUCHOTO JOJIKHBI
OBITh TMEPECMOTPEHBI, MOCKOJBKY HEMPEACKa3yeMOCTh Pe3yJIbTaTOB
HCCIICIOBAHNM, YUUTHIBAS X HEKOHTPOIUPYEMBbIN MOTEHI[HAN, CTaHO-
BUTCs Bee onacHee [18, c. 80-81]. Mexay TeM B HHTEPBBIO SKCIICPTHI
otMeyand 3()(HEKTHBHOCTE CaMOPETYJISIUU TPO(HECCHOHATBHOTO CO-
0011eCTBa, KOTOPOE KOJUICTHANBHO, OPHUCHTUPYSICh Ha CYBEPEHUTET
HAy4YHOTO TO3HAHUS, CIOCOOHO pEIIaTh CIOPHBIC BOMPOCH], Kacaro-
IIMeCs] MPUMEHEHUS HOBBIX METOMUK B KIMHUYCCKHX HWCIBITAHHSIX.
ITpu 5TOM OHM MPHU3HABAIM BAXXHOCTH MPABOBOTO PErYJIMPOBAHUS Ce-
PBI TCHETHYUCCKUX MCCIICMOBAHUN U 3HAYCHUE MPEOOIaIAroIIMX B 00IIIe-
CTBE MOPAJTLHBIX MPEACTABICHUH O TOM, YTO JOMYCTHMO, a YTO HET.

«Mopanvhvle HOpMbL COBEPUICHHO MOYHO MOPMO3SAM pPA3gUmUe
cenemuxu <..>. Ho eciu 6vi ux ne 6wino, umo 6wv1 6b110? Bce-maku
amo 3agucum om obwecmsa. B xaxcoom obujecmeentom 8pemeHHom
nepuooe ceou smudeckue Hopmol. Cec00Hs OHU — maKue, 3a6mpa OHU —
makue, u KMo 3Haem, Kak 6C€ 3mo UsMeHumcs co epemenem <...>. Ec-
JU 3MU HOPMBL CYWeCmayiom, eciu s ux He 0ydy cobnodams, mo s
0y0y @vlesioems HIAOX0 6 2l1a3aX 2eHeMUYecKo20 coobuecmea, MeHs
HUKMO He Oydem ygadcamv, 51 He 0Y0y HOpMAIbHO pabomams <...>.
Ho max xax obwecmseo cuumaem, umo npasuibHo Oeiamv mak, KaK
cetiuac npasuibHO 0enamb, 3HAYUM — Mmaxk npasuibho» (dcen., 28 1em,
Mockea, HayuHblll cOMpYOHUK, 8pai-2eHEeMUK, Cmaxic — 2 200q).

«...OKCnepumMeHmuposamy ¢ Yen08euecKuMu dIMOpUoOHamu — 30echb
<BO3HUKAIOM™> dMuyecKkue npobremvl <..> O00MICHbL ObIMbL KpaliHe
cmpoeue NoKa3anusi K makum ucciredosanusim <..>. Ho oname e
cumyayus Kakas-mo HeNnoHAMHAs. 3aKoHa, 3anpewjaiouje2o Uiy pas-
pewaowezo, y Hac HU Mmoo, Hu Opy2o20 Hem 6 OMHOUIeHUU MAaAKUX
aKkcnepumenmos. Ho s mak nonumaio, KCnepumMenmuvl 6ce PAsHO
uoym. B obwem, nHagepnoe, 30ecb HaA0O KAK-MO pe2yiuposamv 3mu
gewu U 6ce-maxu coepacugams mooeti <...>. Yuenwlil, npesicoe 6cezo,
00IIICEH OYEeHUMDb PUCK, A He NEPBbIM, BMOPLIM, MPEMbUM 8 Mupe no-
Kazamv, ymo 0d, 4mo-mo, Kmo-mo poouics ¢ Kakum-mo peoaKxmupo-
sanuem» (myonc., 49 nem, Mockea, 3as. nabopamopueil, Kano. meo. HAyK,
cmaoic — 6onee 20 nem).
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«H nomom, upesmepHbie 02paHUYEHUs. BCe-MAKU MONbKO 3aMe0-
qsom paseumue Hayku, eom umo. OHu ee He OCMAHOBAM 6Ce PAGHO,
nOdMOMYy mym 8adcHo cobmocmu 6aranc. MooicHo, max ckazamo,
3HASL KEAHMOBYIO (PUUKY, A0ePHYIO UBUKY, cOenamb amoMHYIO 60M-
Oy, a MOJNCHO — amoMmHyl0 nekmpocmanyuro. Ilosmomy 310-mo He 8
Camux 3HAHUSX, d 8 MOM, Kak ux npumernsiom» (myorc., 54 cooa, Hoso-
cubupck, 3ae. nabopamopueil, 0-p meo. nHayk, cmaxc — 25 nem).

Bpau-reHeTHK, CChIIasCh HA COOCTBEHHYIO MEAUITHHCKYIO Mpak-
THKY, OTMETHJ, YTO MH()OPMHUPOBAHME MAI[MEHTOB — BAaXXHBIH MPO-
(beccHoHANBHBINA MPUHIUI, KOTOPBIA CTPOro COOMIOIACTCS B MEH-
IUHCKOM coo0recTBe. M 3TO Takke SIBIACTCS OJHUM M3 BaXKHBIX
3JIEMEHTOB ATUUYECKOU MPOPAOOTKH KIMHHYECKUX PEIICHHUH.

«Kaxue-mo cnodicHvle 6ONPOCHl MONCHO pa3dupames COBMECMHO CO
cneyuanucmamu. Ho, besycrosno, 6 nobom eonpoce mvl, KAk 6payu,
npeciedyem Mak Ha3vléaemoe HeOUPeKmuHoe KOHCYIbMUPOBaHUe.
Hawa 3a0aua — npedocmagumov ungopmayuro o mom, ymo Moxicem
Ovimeb npu maxkom evibope u umo — npu opyeom. locrneonuii evibop
6ce20a ocmaemcst 3a NAYUeHMoM, 3a €20 POOUMeNIMU, U HUKMO HUKO-
20a ne 6ydem enusmo na neco» (myowc., 27 nem, Mockea, nayunwlii co-
MPYOHUK, 8paAy-2eHemuK, cmaic — 5 iem).

Takum 00pa3oM, pa3BUTHE HAYYHOTO U MEAUIUHCKOTO 3HAHUS
B3aMMOCBSI3aHO C Pa3BUTHEM TIOBCEIHEBHOTO 3HAHMSI O TCHETHKE. Yue-
HBbIC U BPaYH-TCHETUKH 3aMHTEPECOBAHBI B TOM, YTOOBI JIIOAN pa3ou-
panuce B o01Ieil nHopMaIKu 0 TeHaX U TEeHOME, MOCKOIBbKY TOJNBKO
TaK OHH CMOTYT MPUHUMATh OTBETCTBEHHBIC PEIICHUS, KACAIOIIUECS
WX KU3HU U 37I0POBBS.

He MeHee BakHAs TeMa B MHTEPBBIO ¢ DKCIEPTAMH — B3aMMOJICH-
CTBHE C PETYIUPYIOIUMH TOCYIapCTBEHHBIMHM OPTaHAMU W B IICIOM —
OTHOIIICHUE TMOJUTUKOB M TOCYIapCTBEHHBIX JEATENeH K pPa3BUTHIO
HAyKW W TEXHOJOTHWH B cTpaHe. HemocratouHoe (puHAHCHpPOBAHHE U
3a0I0POKPATU3UPOBAHHOCTH — 3TO OOIIME MPOOJIEMBI, O KOTOPBIX Ceii-
4ac rOBOPAT MHOTHE POCCHHCKHE yueHble. M CeUamucThbl, MPHHSB-
[IMe YYaCTHE B UHTEPBBIO, HE ABISIOTCS UCKIIOYeHHEM. [ HEKOTO-
PBIX U3 HUX OTH TPOOIEMBI HACTOIBKO OUEBHIHBI, YTO OHU HE CUUTAITH
HEOOXOMMBIM MOAPOOHO OCTAHABIMBATHCA HA UX OOCYXKACHHH, MO-
CKOJIbKY «H TaK BCE TIOHSITHOM.

«Cneyuguueckue poccutickue npobiemvl 0 pa36UMus 2eHemuKu
makue dice, Kaxk u 05 6cell HayKu. Imo — (puHancuposanue, u KoHey.
To ecmv epycmusbie ar0du, be3 momusayuu, epycmuvle b6eoHvie yue-
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note (ocen., 28 nem, Mockea, HayuHwill cOmpyOHUK, 6paAY-2eHEMUK,
cmadic — 2 200a).

«Craocem max, npobiemvl ¢ 3aKVNKAMu, Ovieaem, ¢ OMYenHo-
cmulo, npobiemvl co cpokamu docmasku peazenmos. Ho smo yoice
0asHO uzsecmubie npodemsl, s 8 HUX He OYIy nozpyscamuvcs. Ho eciu
Obl 5MO OLLIO PeUEeHO HA 20CYOAPCMEEHHOM YPOBHE, MO 001e2uulo Obl
Ham 3a0auy. U mut Ovl 6bicmpee pabomanu, <...> MeHbUie OMCMABALU
om 3anaoa (mysc., 49 nem, Mocksa, 3a6. 1abopamopueti, KaHo. Meo.
Hayk, cmadxc — bonee 20 1em).

Cyns 1o BBICKA3bIBAHUAM DKCIIEPTOB, HA CETOAHAIIHUN JCHb T'O-
CYJIapCTBEHHOE PEryINPOBaHUE B cepe TCHETUICCKUX UCCICTOBAHU
HOCHUT MPOTHUBOPECUMBBIA M HEMOCIeaoBaTeNbHbIN xapakTep. C omgHOM
CTOPOHBI, €CTh OIIyTHMAas 3aperiTaMEHTHPOBAHHOCTh METUITMHCKOM
MPAKTUKA ¥ U30BITOYHBIN KOHTPOJIb 32 UCCIIEN0OBATENbCKOM paboToid, ¢
JPYrod — yY4eHbIM M BpayaM YacToO HE XBAaTaeT HOPMATHBHO-TTPABOBOI
0as3bl [T MPUHATHS PEHICHUN B CIIOXKHBIX CITydasX, CBA3aHHBIX C KJIU-
HUYCCKMMHU HCIIBITAHUSMH U JICUCHHEM MaIeHToB. Bompoc ¢ gocra-
TOYHBIM ypPOBHEM (HUHAHCHUPOBAHUS TMOKA TOXE OCTACTCS HEPEeIICH-
HBIM, HECMOTpS Ha YIyUIIICHUE CUTYAI[HH B TIOCIEIHUE TObI. YUeHbIE
TAKXKe BBICKA3bIBATIM OMACEHHUS MO MOBOAY BO3SMOXKHBIX OrpaHHUCHUIN
MEKIYHAPOHOTO COTPYAHUYECTBA, TOCKOIBKY OHO — «KJIFOY K Hallle-
My TpOABMXKEHUIO» (KeH., 28 yer, MockBa, HAy4HBIH COTPYIHUK,
Bpau-TeHETHK, CTAX — 2 TO/1a).

IManueHTHI 0 HEONPeEAEJEHHOCTH TUATHO3a, CJIOKHOCTAX
peadWINTAllMN U KHEBUAUMOCTH» IJISl CHCTEM
roCy1apCTBEHHOM MOANACPKKH

Kak n OKCHECPThI, MAIUCHTLI, CTOJIKHYBIIUCCA C BPOXICHHBIMU 3a-
6OJ'ICB8.HI/I$IMI/I, AUArHOCTUPYCMBIMHU C MMOMOIIBIO TCHETUUCCKUX HCCIIC-
Z[OBaHI/If/’I, rOBOpWJIM B HHTCPBBIO O npo6neMe HCONPCACICHHOCTH.
Tonbko I HUX 3Ta HCONPEACICHHOCTDh Obuta wHOro tuma. Ecimu JJIsL
YUYCHBIX HOBBIC 3HAHUS CTUMYIIHUPYIOT MOCTAHOBKY BCC HOBLIX U HOBBIX
HCCICAOBATCIILCKUX BOIIPOCOB, MOCTOAHHO PACHINPAIOIMINX C(bepy HEC-
n3BecTHOro / HCOIMPCACICHHOr' 0, TO IJIAd MMAallUCHTOB I/IH(l)OpMaI_II/ISI, KO-
TOPYIO OHHU IOJY4YAarOT 6nar0z[ap$[ TCHETHYECKOM JUarHOCTUKCE, (baKTI/I-
YCCKHU CTAaHOBUTCA eI[PIHCTBCHHOﬁ OCHOBOH JUIS TIPUHATHA Z[aJ'II:HCfII.HHX
peIHCHI/Iﬁ 10 MOBOAY JICYCHUSA Oone3nu. be3 »THX 3HAHMI O JHUAar"Ho3e
NanueHTaM M HX JICHAIUM BpadaM YaCTO MPUXOAUTCA Z[Cf’ICTBOBaTB
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MPAaKTUYECKU HayTaj B 60pbOe ¢ O0Ne3HbI0 U e cumnToMamu. MHorma
M3-3a HE3HAHUS JMArH03a HEMPABUIIBHO MOI00PAHHBIN METO/I JICUCHUS
MOXET eIlle CHUJIbHEE YAapHuTh 10 OpraHu3My marueHTa. IlocTaBieH-
HBIA JUATHO3, 1aXe MPH TOM YTO HAa JAHHBIH MOMEHT MOTYT OTCYTCT-
BOBATh METOJIbI JICUCHHUS U TEPAITUH, CTAHOBUTCS JIUISl POIUTEIICH JeTei
C BPOXJICHHBIMH 3a00JICBAHUSAMH XOTh KaKUM-TO Pa3bICHCHHEM TOM
a0COJTFOTHO HEMOHSATHOW CUTYAIlMH, C KOTOPOU OHU CTOIKHYJIHCH.

«Tak Kak mvl Y3HAIU OUASHO3 peDeHKa, K020a emy Oblio mpu Hede-
U, a npedcmasiseme, eciu 6vl He Obl1 OmKpwvim dmom cunopom? Tax
KAK PanHsisi NOCMAHOBKA OUACHO3d, Mbl CMO2TIU NPUHAMb O4eHb MHO20
mep <..>. A mpedocmagnseme, eciu Ovl Mbl 9M020 He 3HAMU? <..>
A maxoi uenosex, 6om s 3HAl0 8paca 8 AUYO, U HAYUHAEUb KAK-MO
Oelicmeosamv. B obwjem mHe Kadcemcs, HeONpeoeieHHOCmb — Mo
camoe yacacroe» (mama pebenxa c cunopomom Ilpadepa-Bunnu,
39 zem, U@O)l.

«OHO <3HaHUe OUAcHO3a>> MHe 040 NOHUMAHUe, 8 KAKOU Yacmu
Mol 0sueaemcsi. Mosi 3a0aua Ha OAHHbIN MOMEHM He U31e4Ums CUH-
opom Pemma, nomomy umo ceuiuac neuenusi KaKk makosoeo Hem, Jie-
Kapcmea, a He YXyouums COCmosiHue 0oyepu, npuoobpecmu onpeoe-
JIeHHble HABBIKU, 008eCmU PpeDeHKa 8 Xopoulel cumyayuu 00 6bix00d
nekapcmea. <...> A mbl ce npouwiiu 00 OUASHO3A MO, YMO Mbl KOJOIU,
He 3Has 0 ouacHoze. MHoeue smumu npenapamamu 6b13641U 6 KOHEYHOM
umoee nomom snunencuio. Jadxjce paou 3mozo cmouno coenamo paHHul
ckpunune» (mama pebenxa c cunopomom Pemma, 46 nem, 1[DO).

OCHOBHBIC HAJCKIbI POAUTENCH B O0phOe ¢ 3a00NMeBaHUIMU HX
JeTell CBA3aHBI C OKUIAHUEM HAYYHBIX OTKPBITHHA, KOTOPBIC MO3BOJISAT
€CITH HE MOJIHOCTHIO M30aBUTKLCS OT HEAYTa, TO XOTS Obl MUHUMHU3UPO-
BaTh €ro MOCIEACTBHS U HEUTPATM30BATh CAMBIC TAXKEIBbIE CUMIITOMBI.
Koneuno, peub uaeT HE O OC3MEATCIBHOM OXUIAHUUA — POIAMTEITH
CTPEMSTCS MOJIB30BATHCS BCEMH BO3MOXKHOCTSIMH, JIJISI TOT'O YTOOBI MX
JICTH MOTJIH TIPOYKUBATh MAKCUMAJIBLHO TIONIHYIO U OCTONHYIO YKHU3Hb B
CIIOXHBIIUXCS 00CTOSATELCTBAX.

! B ckobKax 1OCIE MUTAT U3 BHICKA3EIBAHMIT MTAIMEHTOB YKA3AHEI OCHOBHBIC CBE-
JICHUS O HUX, a TaKXKe OKPYI MX NPOXUBaHUA. B 3Toif cTaThe ymoMuHaioTCs cliemyro-
mue okpyra: LI®O — Llenrpansnenii denepansueiii okpyr; YOO — Ypansckuii pene-
panbusIit okpyT; [1DO — [MpuBomkckuii denepansHelii okpyr. ['opoxa mpokuBaHuUs He
YKa3bIBAIOTCS C IETBI0 COXPAHEHUS aHOHIMHOCTH HH()OPMAHTOK.
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«A 6v1 xomena, umobwvl OvlLIU MU “‘2enemuueckue HoofCHuubl”l
ovicmpeti. A nouumana, mam maxue yyoeca denarom. Ho s npexpacho
NOHUMAIO, NOJYYACMCS, YMO 01a200aps UM MOJ’CHO 8000ue udedib-
Hblx iooel deramwv» (mama pebenka ¢ cunopomom Mapgana,
40 nem, [[DO).

«...s 0ajice HA0eloCh, YUMo 5 8epHy ell peyub, NOMOMY YMOo, eclu s
6epHy ell peunv, 51 cOenaio 6cé, umobvl OHA NOWIA C NePE8o2o KIACCd
6 0bweobpazosamenvryio wKkony. Ymobvt ona yxce Hcuna HOPpMAIbHOU
JHCU3HDBIO, KaK 0bblunas degouka» (mama pebenxa ¢ cunopomom Pem-
ma u pebenka ¢ deﬂeuueﬁz, 33 200a, YDO).

OueHb YacTo npodieMa ¢ HEONPEACTICHHOCTRIO JMAarH03a, CO CIOB
WH(GOPMAHTOK, BO3HUKACT W3-3a HEXBATKU KBATH(DUIIUPOBAHHBIX H
3aWHTEPECOBAHHBIX CICIUANNCTOB, KOTOPHIC CBOCBPEMEHHO MOTYT
pacro3HaTh CHMIITOMBI, HAMIPABUTH TAIUCHTOR Ha TEHETHYECKOE TECTH-
poBaHue, MPEATIOKUTEL MOJXOAANIMN MeTo Tepanuu. U ata mpobiema
CHJIbHEE TIPOSIBIISICTCS B MMPOBUHIIMH, TIOCKOJIBKY B MOCKBE CUTYaIUs C
00€CITeUeHHOCThIO KapaMu 0OCTOUT MOJTYYIIIC.

«<Bpau> ece cmanoapmmo, 8 pamKax Haule2o0 CUHOPOMA PACCKA-
3a7, U 6ce, a Mak, 4mo Xoyy cKazamo, U3 KOMMYHUKAYUL UMEHHO C 2e-
HemuKamu, Ham 6 5MOM OMHOWEHUU €3]0 KAK-Mo, 6ce20d Nonaod-
JIUCH A0eK8AmMHble, U OYEHb KOMPOPMHO MHe ObLIO ¢ HUMU 00UambCs,
npobnem ne 6wi10» (Mama pebenxa ¢ cunopomom Ilpadepa-Buunu,
39 nem, [{DO).

B peruonax mareHThl ¢ BPOXACHHBIMH Op(aHHBIMH 3a0o0JcBa-
HUSMH YacTO OCTAIOTCS HACAUHE C HEIYyrOM, MOCKOIbKY BpauyH HE BCe-
rJ1a MPeTIararoT PEIICHHe BOSHUKIIKNX Y HUX MPOOJIEM.

«Mne uecmno, OMKpPOBEHHO 2eHemuUKU 6 <HA368aHUe 20P00a> CKa-
sanu, ymo naut cunopom Mapgana — smo ne ux yposenv. He pecuona
VPOBEHb, OHU YECMHO M0 2080psam. Bom onu e2o nocmompenu, max

! Peur mper o HOBOH Texmomormm pemaxtuposamms remomos CRISPR/Cas9, ¢
TIOMOIIIBI0 KOTOPOH MOXHO HarpaBiieHHO «pa3pe3ars» JIHK B yuacTkax, BEIOpaHHBIX
YYECHBIM.

2B ceMbe 3TOI KEHIIMHBI B PA3HEIC EPHOIBI JKU3HH POTIINCH IBA PeOCHKa C
BPOXKACHHBIMU aHOMaMsIMU. OIHOMY M3 HHX OBII IOCTaBJICH JWArHO3 «CHHIPOM
Perra», y BTOporo Oblia BesiBICHa Aeserus (MoTepst yaacTka XpoMocoMsl). Bo Bro-
pOM ciTydae u3-3a HeOCTaTOYHOH N3yIeHHOCTH ITOH PEIKOI MPOOIIEMBI X OTCYTCTBHS
YETKUX PErJIAMEHTOB IO BEIPAOOTKE MEAUIIMHCKIX 3aKJIIOUYEHHI OBLT OCTaBIICH JHAar-
HO3 «ayTu3m». I1o c1oBaM MarepH, ceMbs U3-3a 3TOrO CTAIKMBACTCS C TPYJHOCTSIMU B
JICYCHUU ¥ PeaOWINTAINy, TOCKOJBbKY MX IHAarHO3 BOCIPHHUMAETCS, CKOpee, Kak
«IICUXWIECKOE PACCTPOHCTBOY», a HE KAK PEIKOe TeHEeTHIECKoe 3a00IeBaHMe.
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JHce KaK u Mbl ¢ 8aMU MOICEM NPOCMO nocmompemv» (mama pedenka ¢
cunopomom Mapgpana, 40 nem, [[DO).

«f bvLna y epaua-eeHemuxa moivko 06a pasa, oba OvLiu Heyoau-
Hulmu. Paseosapusanu co MHOU Hexoms, NOIMOMY C mex Hop s He XO-
arcy K amum epadam. Ilpocmo drcugy u npunumaro cebsi maxou, KaKas
ecmo» (drcenwuna ¢ ouaznocmuposantoll 6onesuvio Lllapro — Mapu —
Tyma, 41 200, [1PO0).

JIJ1 HEKOTOPBIX MANMEHTOB MpodIeMa yCyryossieTesl TeM, YTo Ja-
K€ TI0CJIe YCTaHOBJICHUS AUATHO3a OHU OCTAIOTCS «HEBUIUMBIMU» IS
TOCYZapCTBEHHON CHUCTEMBI JIBIOT U MOACPIKKU, MOCKOIBKY HX Pe-
KHe 3a00JIeBaHUs YacTO HE 3a(MKCHPOBAHBI B TOCYAaPCTBEHHBIX TIe-
peuHsIx 3a00neBaHu, TO3BOJSIOIMX MOJyYaTh JICKApCTBA U Peaduim-
TaIIMIO 32 CYET OFOKETHBIX CPEJICTB.

«OueHb MHOZUM POOUMENAM C OembMU C 2eHemu1eckumuy 3aboie-
sanusAMu mpyoro. <...> Hueanuouzayuio xoms 6wl coenamu. Ha xa-
Kou-mo nepuod 6eccpounwviii. Ilomomy umo nooOepI’cKU HA CAMOM
dene nem» (mama pebenxa c cunopomom Hynan, 34 200a, [[PO).

«Hawa cemvs 6000ue HUKAKOU NOOOEPIUCKU He UMeem Om 20Cy-
dapcmea. ¥V Hac MHO200emHas cembsl, nana pabomaem, s Cudicy 3aHu-
Mmarocy demovmu. Mol no nawel <...> obracmu He cuumaemcs Mano-
umywgumu» (mama pebenxa ¢ cunopomom Mapgpana, 40 nem, [[PO).

Crout ormeruts, yto B 2020-2021 rr. npobnema opdaHHBIX 3a-
OoyieBaHUi CTajga aKTHBHO OOCYXIAThCSA HA CaMOM BBICOKOM TOCY-
napcTBeHHOM ypoBHe. 6 suBaps 2021 r. B.B. Ilytun nmoamucan ykas
o coznanuu ouma «Kpyr )106pa»1. Temnephb 3TOT CHEIHUATBHBIA TOCY-
JApCTBEHHBIN BHEOIOKETHBIN (OHI MOXKET OTUIAYMBATE JIETAM C Pel-
KHMH TSDKEIBIMU 3a00JIeBaHUSIMU B Bo3pacTe A0 18 jer mposeneHue
JIOPOTOCTOSIIMX XUPYPTUUESCKUX ornepanuii (B ToM uuciae 3a pybde-
’KOM), JIGKAPCTBEHHBIC CPEICTRA, PEAOHITUTALIUIO.

Ha MOMEHT mpoBeleHHsT WHTEPBBIO TPOOJIEMBbI C peaduuTaiueii
CHJIBHO BOJTHOBAJIU POAWTENICH, METAM KOTOPBIX H3-3a BPOXKICHHOTO
3a0oreBaHus TpeOOBaJICS OCOOBI yXOJ M creruaibHas Gopma o0yue-
HUsl. B HHTEPBBIO BO3HHMKAJA TeMa HE CTOJIBKO HEXBATKU PEaOMITUTAIM-
OHHBIX I[CHTPOB, CKOJIBKO OTCYTCTBHUS Y3KOMPOPHIBHBIX CIICIHATICTOB,
Y KOTOPBIX €CTh OTBIT paOOTHI C IETHMHU C OP(PAHHBIMU 3a00ICBAHHUSIMEL.

! Cm.: Vka3 o cosmanmu donga «Kpyr 1o6pa» [Is TOMNEPIKKN ACTEH C TAKEIbI-
MH JKH3HEYIDOXKAIOIMMH M XPOHMYCCKUMH 3a00JICBaHUSAMH, B TOM YHCIIC PEAKUMU
(opdamsemvu) // Kremlinoru. — 2021. - 6 smBaps. - Pexum mocryma:
http://kremlin.ru/acts/news/64863 (nara o6pamierws: 01.09.2021).
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«f pebenra eosuna dsea pasza Ha peabunumayuio 6 Crosakuio,
npocmo nomomy umo 6 Poccuu ne opanu. He 6panu ne nomomy, umo y
Hac Hem peadbuIUmMayuoHHslx yenmpos. Mvl mam npoxoounu mepa-
nuio, kax demu ¢ LI u mak oanee. <...> Mb1t noexanu. Pebenox no-
cie nepsotl dce peabunumayuu cman ecmv» (Mama pebenka ¢ cuHOpo-
mom Hynan, 34 200a, [{DO).

«Ham oanu mviomopa. Tam, KoneuHo, He daemcsi obpazoeanue.
Ho s max nonumaio, smo He no meme, 3mo yxuce npocmo Kpux oyuiu
Moetl, 4mo éce pasHo He 0arm mo 0dpasosanue, Komopoe mpedosa-
J0ch Obl 0151 pebenka Oas ayuuieeo pesyiomama» (Mama pebenxa c
cunopomom Pemma u pebenra c deneyueit, 33 2ooa, Y@O).

Taxum 00pa3oM, JTFOIH, CTONKHYBINHECS C BPOXKICHHBIMH 3a001e-
BaHUSMH y ceOs1 MM CBOMX JIETEH, C OHOW CTOPOHBI, 3aBUCAT OT OT-
KPBITHI B HayKe U pa3pabOTKH MEePEAOBBIX METOIOB JICUCHHUS, a C APY-
roif — OT TPaaUIMOHHBIX CIOCOOOB TOCYIAPCTBEHHON MOICPIKKH.
OHM He Bcerga MOTYT TONYYHTh KAYECTBEHHYIO MEIUIIMHCKYIO TMO-
MOIIb ¥ PEAOUITUTAINIO, YACTO UM MPUXOAUTCS PACCUNUTHIBATH TONBKO
Ha ce0s, TOCKOJBKY OHHM OCTAIOTCS «HEBUIAMMBIMUY» JIJIsI CHCTEM COIIU-
QIBHOU 3alUTHl M3-3a HEI(P(PEKTHBHO ACHCTBYIOMIMX OIOPOKpATHUE-
CKHX PErjaMeHTOB U MPOICIYD.

IeHeTHYecKkune NcceI0BAaHUS W BO3pacTaloliee
rocyapcTBeHHOE y4acTue

Cdepa reHermuecknx wuccienoBaHuii B Poccum mpomia yepes
CIIOXKHBIE 3Talbl CTAHOBICHUS W pa3BuTus. OHa MepeXuia «IbICEH-
koBIIUHY» 1930-X TO0B, KOr/la €€ MOAYMHUIA HHTEPECcaM COBETCKOM
uneonornu [19], u Bo3poamnace Tombko B cepemuHe 1960-x romos,
KOT/Ia CTaJIO BO3MOYKHBIM TOSIBIICHHE HOBBIX HayYHBIX HalpaBlIeHUH, B
TOoM uucie MenunuHckoi reHeruku [20]. B 1990-e roapr B ycnoBusx
3aTSHKHBIX SKOHOMUYECKUX U MOJIMTHYECKUX TpaHc(OopMaluil reHeTu-
Ka, KaK M BcA HayKa B CTpaHe, OCTaBajach HEBOCTPEOOBAHHOHN U HEHO-
(UHAHCHPOBAHHOH.

Ceifuac WHTEpeC K pe3yabTaTaM I'€HETHUECKHX HCCIEeIOBAaHHUH 3a-
METHO Bo3pacTaeT. Ha rocynapcTBEHHOM YPOBHE B TCHETHKE BHIST
MpeXe BCEro MOoTEeHIHaN il 00ecTiedeHUs] KOHKYPEHTOCITOCOOHOCTH
crpanbl. OJUH W3 DKCIEPTOB B MHTEPBHIO HA3Bal TPU TJIABHBIX Ha-
npaBJeHUs — OE30MaCHOCTB, CEIbCKOE XO3SMCTBO M OMOMEIUIIMHA,
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KOTOpbIe 00YCIIOBIMBAIOT MHTEPEC TOCYNAapPCTBa K Pe3ysbTaTaM T'eHe-
THYECKUX HUCCISTOBAHMUM.

«A dymaro, 6 pykogoocmee 23mo noHumaiom, m.e. 6€30NaACHOCMb,
cenbeKoe X03AUCmeo U OUOMeOUYUHA — BOM MU MPU KUMA CO8PEMEH-
HOU HOCTNUHOYCMPUATLHOU NOXU, HA KOMOPBIX Yace Oa3upyromes 6ce
pazeumule CMpamsl, Hy, U Mbl KAK Obl modice 8 002OHAWUX ceudac, HO
XOMUM He npocmo 8 0020HsoWUXx Obimb, a 6 audepax» (mysrc., 44 zo-
0a, pecUoHANIbHAS CIMOAUYA, 336. OMOeIOM, PYK. aabopamopuu, 0-p
buon. nayk, cmaxc — 24 200a).

B pamkax ¢enepanbHON HAyYHO-TEXHUYESCKON MPOTPAMMbI pa3BH-
THS TEHOMHBIX HCCIICIOBAHUN POCCHIICKOE MPABUTEILCTBO IIAHUPYET
CYIIECTBEHHO YBEJIMYKThH KOJMUYESCTBO T'EHETHUECKUX TabopaTopuit [21].
[Ipesunent Poccun B.B. ITyTuH, BeIcTynas Ha COBELIAHUH, MTOCBAIIECH-
HOM peanu3aliii 3TOi MPOrpaMMbl, OTMETHII, YTO OHA KOHIICHTPHPYET-
csl HE TIPOCTO Ha Pa3pabOTKe MEepeoBbIX MEAULIMHCKUX TEXHOJIOTHH, HO
Ha KU3HH, 37I0pOBbe U Oe3omacHocTH roneh [22]. Obpaienue K mo-
TEHLHay TEHETHKH BOCTPeOOBAaHO HA TOCYJapCTBEHHOM YPOBHE, a pe-
3yJIbTATHl TEHETUYCCKUX HCCICIOBAHUI HCMOMB3YIOTCSA MPH MPUHSATAN
TOCYJapCTBEHHBIX PEIIeHUN B 00JACTH 3APAaBOOXPAaHCHUS U COIUANb-
HoW monuTHkK (Kak, HampuMep, B ciydae ¢ co3nanueMm ¢ouma «Kpyr
noopa»). Takum obpa3oM, B Ommkaiinne rofpl cdepa TeHETHISCKUX
uccnenoBanuii B Poccuu Oyner mpereprieBaTh 3HAYUTENBHBIC TPAHC-
(hopMaryu, MOCKOJIEKY B 3TOM 3aWHTEPECOBAHBI HE TOJBKO YUCHBIE, HO
Y TIOTUTHKH, a TAKKE MPOCTHIE TPaKAaHe, KOTOPEIC B MEPCIICKTUBE OYIyT
BCE aKTHBHEE ITOJTh30BaThCS BOZMOKHOCTSIMUA T€HOMHON MEIUIMHBL.

3akjao4eHue

CCFOZ[HSI TCHOMHAas MCIHUIIMHA HaXOJHUTCA B (bOKyce BHUMAaHU
Pa3JIMYHBIX KOJUICKTUBHBIX AKTOPOB, 3aWMHTCPCCOBAHHBIX B MAKCH-
MaJIbHO BO3MOXHOM PACKPBITUM W HUCIOJIb30BAHUH €€ IMOTCHIIHAJIA.
y‘leHBIX, CIICHHUATTU3UPYIOINXCA B 9TOil obnactu B MEpBYIO O4YCPCIb
BOJIHYCT MMOJYUYCHHUEC HOBOI'O 3HAHUSA O MOJICKYJIAPHBIX OCHOBAX KMU3HU.
HpI/ISHaBa}I CaMOIICHHOCTb MU AaBTOHOMHOCTbH HAYYHOI'O 3HAaHUA, OHU
Ipu 3TOM OTHAIOT cebe oTuer B TOM, 4YTO B HX pa60Te €CTb UHCTUTY-
O OHAJIBHBIC, HpO(l)CCCI/IOHaJ'IBHBIG U 3TUYCCKHUC OrpaHHUYCHUA, I10-
CKOJIbKY ITOJTy4a€MOC MMH 3HAHUC COMPSAKCHO C HCOIIPCACICHHOCTHIO
1 pHUCKaMU HAHCCCHUSA BpEaa JIHOAAM. B cBoux HUCCICOAOBATCIIBCKUX H
KIIMHUYCCKUX PCHICHUAX U MPAKTUKAX YUYCHBIC 3aBUCAT KaK OT I'OCYy-
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JApCTBEHHON MOAJEPXKKH M TOCYJApCTBEHHOTO KOHTPOJS, TaKk U OT
npeodagammx B 0OUIeCTBE KOJJIEKTUBHBIX MPEACTaBICHUH O rpa-
HULIAX BMEIIATENbCTBA B ECTECTBEHHBIE MPOLIECCHl )KMU3HU. ['ocyaper-
BO 3aMHTEPECOBAHO B T€HETHUECKUX MCCIEOBAHUAX KaK pecypce, OT-
KPBIBAIOIIEM ITEPCIIEKTUBBI YKPEIICHUS €ro KOHKYPEHTOCIIOCOOHOCTH,
MO3TOMY celdac akTUBHO (HOPMYJIUPYIOTCS MOJUTUYECKUE M TPABO-
BbIC pelIeHNs B 00IacCTH TeHETHYeCKuX ucciaenoBanuil. Jlroam, cronk-
HYBILHECS ¢ TEHETUUECKUMH 3a00JI€BaHUSAMH, 3aBHCAT KaK OT Pe3yiib-
TATOB HCCIIEJOBAaHWUH YYEHBIX, KOTOpHIE MOTYT pa3paboTaTb HOBBIE
METOJIbl JICYCHUS U TEPalUH, TaK U OT MOAJCPIKKHU rocyaapcTBa (Mep
COLIMAILHOM 3alUThI). XOTS OTHOIICHHE K TEHETHUKE Y 3THUX aKTOPOB
Pa3NUYHO. y4YeHblE BUISAT B HEH MHCTPYMEHT MOHUMAHHUS OKPYKalo-
LIETO MHUPA U KHU3HH, TOJIUTUKH — TEXHOJIOTHIO YKPEIJIEHUS CHJIBI U
BJIACTH, MAIMEHTHl — TEXHOJOTUIO COXPAaHEHHs 3I0POBBS, — OOIIHe
WHTEPECHl U B3aMMOCBS3U MEKAY HHUMH CTHMYIHPOBAIH (popMHUpOBa-
HHUE eMHOr0 BEKTOPa B PEIICHUH MPOoOIeM TeHOMHON MEIULIHHBL
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E.B. Beegenckas, I1. /1. Tumenko

COIIMOT'YMAHUTAPHASA
3KCHEPTU3A TEXHOJIOT A
MHUTOXOHIAPUAJBHOI'O JOHOPCTBA

Annomayus. llpennaraercsa BapuaHT COLUOIYMAaHUTAPHOM KCIEPTU3bl MHHOBA-
[IMOHHBIX TEXHOIOTHH MUTOXOHIpUaibHoro mnoHopcrsa (MJI). B kadecrBe mpumepa
paccMaTpuBaeTcs OpuTaHCcKuid onbIT Jeramu3anuy M/I. Otmedaercs, 9To Jerann3amnus
9THX WHHOBAIIMOHHBIX TEXHOJIOTHI ObuTa obecredeHa KOOPAMHUPOBAHHBIMU YCHUITHSI-
MH MEIUKOB, MPEACTABUBIINX JIOKA3aTEIbCTBO MX d(QPEKTHBHOCTH U O€30MACHOCTH, U
OHMOITHKOB, 337a4a KOTOPBIX 3aKJII0YANach B BBICTPAMBAHUN CHCTEMBI HAIJICKAIIIETO
npasiennst (good governance). C GHOITHYECKOM TOYKH 3PSHHUSI OLICHEHA POJIb TEPMUHO-
JIOTHHY, KOHKPETHBIX TEXHOIOIMYECKHUX MOAXOA0B U MecTta MJI B cucTreMe BCIIOMOra-
TEIBHBIX PEMPOAYKTHBHBIX TexHomoruit (BPT). OGcyxaeHs! mpobieMbl BOSHUKHOBE-
HUSL THOPHIHON MEKHAIIMOHAIBHOM CETH BOKPYT 9THKO-TIPAaBOBBIX 0oiropoB (Mekcuka,
Vkpanna, ['pers).

Kniouesvie cnosa: 6uodTHKA, BOBICUYCHHOCTH, BCIIOMOTATENIFHBIE PETIPOILYKTHB-
HBIE TEXHOJIOTUH, MATOXOH/APHAIBHEIE 0O0Ie3HH, MUTOXOH/[PHATIFHOE JOHOPCTBO, MH-
TOXOHAPHAIBHO-3aMECTUTEIIbHAS Tepalns, HaAJIeKallee MIPAaBICHUE, STUKO-TIPaBOBOM
o(hIIop, COnmMoryMaHUTapHask SKCIEePTU3A.

BBenenune

Myranuu B JIHK muroxonapuii (MT/IHK) BBI3BIBatOT HapymeHus
obpaszoBanuss AT® (ameHozunTpudoCchara), 0OeCreunBaIOIIETo HEP-
THel MpoIecChl JKU3HENEATEILHOCTH BO BCeM opraHu3me. MUTOXOH-
pHuanbHble 3a001eBaHMS IPOSBIIAIOTCS B pa3HOM BO3pacTe, XapaKTepu-
3YIOTCSI TOTMMOP(U3MOM KIMHHYECKUX MposiBiIeHui [1], TsokenmbiM
TEYCHUEM M BBICOKOH cMmepTHOCThIO [2]. M3BectHO 41 3a0oieBaHume,
HETOCPEICTBEHHO CBSI3aHHOE C MUTOXOHAPHAILHBIMHU JUC(YHKINAMU.
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Cnenuduyeckas Tepanus Ui 9THX 3a0oieBanuii orcytcrByeT [3]. Mx
PacmIpoCTpaHEeHHOCTh COCTaBJISIET B CPeIHEM OAMH Ciydail Ha S ThIC.
genoBek [4]. Kpome Toro, kaxpiit 200-it 310pOBBIil USIIOBEK SIBIISETCS
HOCHUTEJIEM OIHOW M3 MHUTOXOHIPHAJBHBIX MYTAIMi, KOTOpas MOXKET
OBITH TIEpelaHa TOTOMCTBY jKeHckoro mnona [5]. Tum HacnemoBaHuUs
MUTOXOHJPUANBHBIX 3a00J1eBaHUN MOXKeT OBITh M0OBIM. CyliecTByeT
TaKXKe 3HAYUTENFHOE YHWCIO BTOPHUYHBIX MHTOXOHIPUAIBHBIX JTUC-
(YHKUMH, CBSI3aHHBIX C IIMPOKKUM CIHEKTPOM METaOOIMYECKHX U Jiere-
HEpaTHBHBIX 3a00J1eBaHUH, BKIIOYas Oone3Hb AnbLrelimMepa, CIemnoTy,
TIyXOTY, Aualer, SHHJICNCHI0, OOoNe3Hb XaHTHHITOHA, YMCTBEHHYIO
OTCTaJIOCTh, OKHpeHHUe, 0one3Hb [lapkrHCOHA M OHKOJIOTHYECKUE HOBO-
oOpazoBaHusl. XOTS pa3BUTHE TEXHOJIOTHI CEKBEHHPOBAaHUS TE€HOMA
YernoBeKka IMO3BOJIMIIO CO3/aTh HAJESKHBIE JAUArHOCTUYECKUE METOMBI
JUId ompeneneHus natonornuecknx u3meHennid Mt/IHK namuentos u
WX POICTBEHHHUKOB, 3TO HE MOBIMSIO Ha MosiBIeHHE 3¢ EKTUBHON
Tepanuu. [IpenMIUIaHTaLMOHHAsT M TpEHaTaqbHas AWATHOCTHKA, Ha
OCHOBE pE3yJbTaTOB KOTOPBIX MPEAOTBPALIACTCA WU IPEPHIBACTCS
pa3BuTHE OEPEMEHHOCTH, OCTAIOTCSI €IWHCTBEHHBIMH MeTOIaMH 3¢-
(DEKTHBHOTO «JICUCHHUS.

BapnabenbHOCTh KIMHUYECKON KapTHHBI M CIOKHOCTH pPa3padoT-
KA BO3MOXKHOW TEpamuH OTYACTH OOBSCHAIOTCS OCOOBIM «yCTPOWCT-
BOM» MHUTOXOHAPHAJILHOTO TeHOMa. B oTnnume oT saepHOro reHoma,
KoTopblii comepkut aBa tuma JIHK (MaTepuHCKOH M OTIOBCKOI),
mT/IHK cymectByer B orpomuom yucie koruid (ot 100 mo 100 Tic.),
KaXK/1asi U3 KOTOPBIX MOXKET COAEPXAaTh WK HE COAep KaTh MaToJIO0THU-
yeckuil reH. [1oaToMy ero skcmpeccust 3aBUCHT OT KOJIMYECTBA yHac-
JIeIOBaHHBIX KOMUIl C MaTOJOrMYeCKUMH U3MEHEHUsIMU. B oTiinume ot
TOMOIUIa3MHU SIIEPHOTO TE€HOMa, ATOT ()EHOMEH Ha3bIBAeTCSl TeTepo-
mia3muei. ['eTeporuiasmMusi co3gaeT cepbe3Hble MPOOJIEMBI HA MYTH
pa3pabOTKH TEXHOJOTHH PEAaKTUPOBAHMS MUTOXOHIPUATBHOTO T€HO-
Ma 4eJIOBeKa, KOTOpPhIE B IMEPCHEKTHBE MOT'YT PacCMaTPHBATHCS Kak
Haunbonee apdexTuBHbIC [6].

B Hacrosimee Bpems cO31aHO HECKONBKO TEXHOJIOTMH MaHHITYJIs-
LUH C MOJIOBBIMHU KJIETKaMH B SMOPHOHAMH YellOBeKa, HENbI0 KOTOPBIX
SBIISICTCSl 3aMEHA TATONOTMYECKH W3MEHEHHBIX MUTOXOHIPUH, MPH-
CYTCTBYIOIIUX B JKEHCKOM SHIEKIETKE, Ha 370pOBBIE, IOTYYEHHBIE U3
JIOHOPCKO# siineknerkd. Hama Bepcusi OMOITHYECKOHW HKCIEPTU3BI
WHHOBAITMOHHBIX POEKTOB B JAHHOM 00J1acTH CPOKYyCHpOBaHA HA OIIbI-
Te BenukoOpuTaHuu — moka eIWHCTBEHHOH CTpaHBbI, Jerajn30BaBIIeH
9T TexHoJoruu. CuHramyp U ABCTpajMsl CTOSAT Ha MOpOre Jieraausa-
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nun. B ompenenennoit crenenn nmoxnmansl BO3 ot 12 wmrons 2021 r.,
KOTOpbIC (paKTHUCSCKHM AT 3€JICHBIA CBET JUIS Hadyala IITUPOKOMAc-
ITAa0HBIX WHTEPBEHIINI B TCHOM YEIOBEKA, CTPOSTCS Ha OCHOBE OpH-
TaHCKOTO OmbITa. J[JIs TOro YTOOBI MOHSATH, YTO Pa3paOOTUHKH JTOKIIA-
JIOB MIMEJIM B BUY MOJA Ha3BaHHeM «good governance» (Hamiexariee
MpaBJCHUE) KaK YCIOBHsI Havana 3TUX DKCIEPUMEHTOB [7], JocTaTod-
HO OOpaTUTh BHUMAaHHE HA TO, KaKHME ATambl MPOIIESNT MPOIECC pa3pa-
0OTKH, JIeTaln3alid U UMIUIEMEHTAIIMA MUTOXOHIPUATBHBIX TEXHO-
noruii B BenukoOpuTtanuu.

TepMUHOJIOIHSI M ITUKA

B nutepatype BcTpeyaercsi MHOXKECTBO Pa3iIMYHBIX TEPMUHOB IS
0003HaUeHHsI cnoco0OB Tepamuy HACIECACTBEHHBIX MHTOXOHAPHAIb-
HBIX 3a00JI€BaHUI; «XMUTOXOHIPHUATIBHOE 3aMEIICHNE», KMUTOXOHIPU-
JIbHOE TIOHOPCTBOY, «AJepPHAsl TPAHCILIAHTALIUS», KXMUTOXOHAPHATbHAS
TPaHCIUIAHTALMA», <MUTOXOHAPHATBHO-3aMECTUTENbHAS — TEparusi»,
«tpaHcdep BepereHa» u psaa Apyrux. Ocobo ciemyer OTMETHThH 4pes-
BbIYA{HO MOJUTH3MPOBAHHBIA W HE BIOJHE aJeKBaTHBI TEPMHUH —
«TEXHOJIOTHSl CO3JaHMs 4YelloBeKa OT Tpex poaurtenei». Hamu Oyner
HCTIONB30BAH TEPMHH Mumoxonopuaivroe oonopcmeo (MJI) uMeHHO
MOCTONBKY, MOCKOJIBKY OH HCHONb3yeTcst B BenmukoOputanum, paspa-
OoTaBLICH M PeaM30BABILECH CIIOXKHYIO CUCTEMY OpPraHU3alMyd Haydy-
HBIX HCCIIEIOBAHUHN U TOT'O, YTO paHee HaMU TpeIarajioch 0003Ha4aTh
KaK «COIIMOTYMaHUTapHOe oOecrieueHne wHHOBauuin» [8]. BO3 stn
COLIMaJIbHBIE TEXHOJIOTHH, KaK YK€ OTMEUalloch, 0003HAYMII KaK «HaJ-
nexainee mpasienue» (good governance).

B yem cMmrIciioBoe npenmyecTBo TepmuHa M/1? MuTtoxoHapus u
PO — 3TO OPraHesUIbl KJIETKH, MIO3TOMY UX «IIepecagKa» MOXKET ObITh
MOTPYKEHa B MOHATHYIO MeTaOPHUUECKYIO Cpely SI3bIKa, TaK WM UHA-
4e CBSA3aHHOTO C OPTraHHBIM JOHOPCTBOM. Eciii cunTath MUTOXOHAPUH
KJIETOYHBIMH «OaTapeikaMu», TO OTHOLICHHS MEKIY <IOHOPaMU»
3THX «0aTapeex» W X PEUUIHEHTAMU UMEIOT Ty K€ CTPYKTYpPY, UTO H
OTHOIICHUS! JOHOPOB MOYKU C MX peluueHtamu. Jlpyrue TepMUHBI,
0003HaUYEHHBIE BBIIIE, HE 3aMMCTBYIOT Y yXKe pa3paOOTaHHBIX MTPpoOiIeM
Cepbe3HBIE CMBICIOBBIE pecypchl. s MX MMIUIEMEHTAUN TPUAETCS
HAauYMHATh CHAayaja, co3JaBasl HOBbIE CMBIYKH C PA3IMYHBIMH IO CBO-
€My COJEp)KaHUIO CMBICIIOBBIMH TIONSAMH BpaueBaHus. CeMaHTHKa
CJIOBa «IOHOPCTBO» MpEIaracT yxe oTpaboTaHHYIO CeTh MOPAIbHBIX,
MPaBOBBIX U COLMANBHBIX KBaTH(PUKALUKA 11 HOBOW TeXHOIOTUH. Tem
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CaMBbIM MPOUCXOANT SI3BIKOBOE OCBOCHME MHHOBALIMH, BKIIIOUEHUE €€ B
30HY NPUBBIYHBIX I TPOQECCHOHANOB U OOBIYHBIX JIIOJIEH OTHOILE-
HUN. DTO MEepBbI MPUHLIMIIMAIGHO Ba)KHBIA acHeKT YCIEUIHON Jiera-
mm3atmd M1 B BenukoOputanuu: 4TroObl MPOABUHYTH B OOIIECTBO
HOBYIO TEXHOJIOTHIO, HEOOXOIUMO OBUIO CO34aTh AJISl HEe TaKoe hMS,
9TOOBI OHO KOM(OPTHO, 0€3 M3IUIIHUX CONPOTHUBIICHUH BMELIAIOCh B
y’K€ U3BECTHYIO U OCBOECHHYIO CEMAaHTUYECKYIO CPELy.

B CIIA u Poccun garie ucnonb3yercsi TEPMUH «MUTOXOHApHAIIb-
Ho-3aMecTUTebHAs Tepanusa» (mitochondrial replacement therapy),
MOTYEPKUBAIOIINN YHCTO TEXHUYECKUH CMBICH Ipoleaypbsl. B cBoro
odepenp, CIOBOCOYETAaHHE «PEOCHOK OT TpeX POAMTENEeH» XOTA H
BCTpEUaercs B HAy4YHOW JHUTepaType, HO yamie ¢urypupyer B CMU
Kak Ooliee aTTpaKkTHUBHOE, MpHUBJIEKalollce BHUMaHUE MoTpeOuTeneit
WH(pOPMALIUH.

Mecto M/l B cucTeme 31paBoOXpaHeHHUs

Texnonorun MJ[ ¢ TOYKHM 3peHHUS UX MECTa B CHUCTEME 3/paBo-
OXpPaHEHMUSI OTHOCSATCSA K BCIIOMOTaTENbHBIM PENpPONYKTUBHBIM TEXHO-
norusim (BPT) m mpennonaraioT MCHONB30BaHUE METOIOB KCTPAKOP-
nopasibHoro ortoaoTBopenus (9KO). 1o opraHn3aloHHOE YTOYHEHHE
MMeeT BaKHBIN 3Tnuecknii cMblch. [lockoneky BPT mmpoko ucrosns-
3YIOTCSl B NIPaKTUKE 3[PaBOOXPAaHEHMS, TO BO3PAKEHUS, KOTOPHIE BBI-
nBUratoTcst npotuB M/I, He uMmeroT o0mieil mpUpoaBl C OCTAILHBIMU
BPT (manpumep, co3nanue JUis TeparneBTUIECKUX Ieell SIMOPUOHOB U
UX pa3pylICHUE), XOTS M OCTAIOTCS B KAaueCTBE CYIIECTBCHHBIX apry-
MEHTOB IIPOTUB, HO B NPAKMUYECKOM CMbICIE MO2YM CHUMAMbCA Ha
OaHMbBIL MOMEHM PELICHHBIMHU.

OcnoBHas nenb M/I — cuusume puck nepeaady MUTOXOHAPHAIIb-
HBIX HACJIeICTBEHHBIX 3a00JI€BaHNI MOTOMKAM 110 MAaTEPUHCKOM JIMHHH.
Jlerno B TOM, 4TO HET rapaHTUi, 4TO MPHU MEPEHOCE SACPHOTO MaTepHa-
Jla U3 OIHOM KJIETKU B JAPYTYIO He OyAeT MepeHeceHo ¢ dIeMEeHTaMHu
LUTOIIa3MBbl ONPEAEIEHHOE KOJIMYECTBO MaTOIOIMYECKH U3MEHEHHBIX
mutoxoHapuit. [lostomy, npoasuras texnonoruu M/I k neranuzamuu,
OputaHckue pa3pabOTUYMKK JOMKHBI ObUIM YOEmUTHCS, OCHOBBHIBASICH
Ha JAaHHBIX CHENHAaJIbHBIX COLMOJIOTMYECKHX ONPOCOB, B TOM, UTO Y
MOTEHIHAJIbHBIX NalMeHTOB HH(OPMALHS O BEPOSTHOCTHOM XapakTepe
pe3ynbTaTa He CHIKACT JKENIAaHHWE Y4acTBOBATh B IKCIepMMeEHTe [9,
65]. KonkperHo-HayuHast omeHkKa 3()()EKTHBHOCTH W MEIUIIMHCKHX
PUCKOB MHHOBAIIMOHHBIX TEXHOJIOTMH BXOIOUT B KOMIIETEHIIMU Hay4-
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HOTO COO6H.ICCTB3 " OpraHOB 3ApPaBOOXpPAaHCHUS. Bwmecre ¢ TeM Ha myTn
UMIINIEMCHTAll1 JTOH HHHOBaHHOHHOﬁ TCXHOJIOTMHX BO3HHUKAIOT 3THU-
YCCKUC, ITPABOBBLIC U COLIMAJTIBHBIC PUCKHU, 06Hapy>I<eHHe, OIICHKa U MC-
HCPKMCHT KOTOPBIX SABJIAIOTCA 3a;[aqel71 OMOATHYECKOIT OKCIICPTU3HI.

TexHn4YecKkue XapaKTepuCTHKH TexHoJorui MJI
¢ OM03THYeCKOH TOYKH 3PeHH

OO6mas unes pasnuuHbIx BuaoB M/l 3akmrouaercst B TOM, YTOOBI
3aMEHUTh MATOJIOTMYECKH W3MEHEHHBIE MUTOXOHAPUHU Ha 3JI0POBHIE,
MOJy4eHHBIE OT JOHOPOB. JTa o0mmias uuest peaau3yercst B ABYX, pas-
HBIX ¢ OMOATHYECKOM TOUKH 3peHus ¢opmax. B mepBom ciyuae saep-
HBII MaTepual (KBEpeTeHO JeJCHUSI») Oyayliell MaTepH MepeHOCHTCS
B JIOHOPCKYIO SIMIIEKIIETKY, OCBOOOXKIEHHYIO OT CBOEro sapa, HO CO-
XpaHAOIIYI0 370pPOBbIE MHUTOXOHApHH. Bo BTOpoM — aHamormdHas
MpOLIEAypa OCYIIECTBISETCA C OIIOIOTBOPEHHBIMH siiliekieTkaMu. 13
OIUIOIOTBOPEHHOM siiiekeTkn Oyaylield MaTepH IMEpPeHOCATCS ABa
npoHyKJeyca (MyXKCKO 1 )KEHCKHUI), 00pa30BaBIIHECs MOCIE OILIO0-
TBOPEHUS, B OIJIOJOTBOPEHHYIO JOHOPCKYIO SHIEKIETKY, U3 KOTOPOH
MPEABAPUTENBHO yOalWIn ee cOOCTBeHHBIE MpoHyKieychl. Ob0a Buaa
TEXHOJIOTMH HapYyIIAIOT 3ampeT Ha HacleqyeMble MaHWUIYJSIHUN C Te-
HOMOM uesoBeka. Ho mepBeIif BUJ TEXHOJIOTHH Ka)KETCsl OTHOCUTENb-
HO Oojee HEHTPaJIbHBIM C TOYKU 3PEHUS IPYrod NPUHIUMHAIBHO
Ba)KHOM OMO3THYECKON MPOOIEMBI: MOXKHO JIM CUUTATh SMOPUOH JINY-
HOCTBIO, 00JIaaromIeii MpaBoM Ha JKu3HbB? B peanuszaunu nqaHHOW Tex-
HOJIOTHH TIPOUCXOAUT Pa3pylIeHUE LETOCTHOCTH (pa3ioKeHne Ha YacTH)
JBYX SMOpHOHOB (OyIyIIHMX POAUTENEH U JOHOPCKOTr0) U KOHCTPYHPO-
BaHUE U3 3TUX YacTed TpeThero ’MOpHOHA. DTO BaXKHOE NPEMSITCTBUE
Ha MyTH KJIMHWYEcKoro npuMeHeHns M/ B Takux crpanax, kak CHIA
U ABcCTpanus, TOe NpH HAJMYUH TEXHOJOTHYECKUX BO3MOXKHOCTEH
HUMEIOTCSl CYIIECTBEHHBIE OTpaHUYCHHsI Ha MAHUIYJSLUAU C 3MOpHO-
Hamu 4yenoBeka. [1oaToMy mepBbIii TUI TEXHOJIOTHI HHOT/Ia paCCMaTpH-
BaeTCsl KaK «0OXOAHOU ITyTh», IPEOIOIECBAIONINN JaHHOE MPESTCTBHE.
He ciry4aiino, BBIOOp HMMEHHO 3TOM TEXHOJOTHH MEPBBIMH MAalIEHTaAMHU
M/ ObuUT MOTHMBHPOBaH WMEHHO WX PEIMTHO3HBIMU LEHHOCTSIMH, 3a-
HpenamMy youBaTs SMOproHsI [9].

Opnako s cozganust 3PGEKTUBHON TEXHOJOTUHU U TI0 MIEPBOMY,
U TI0 BTOPOMY BapHaHTy WCIOJIb30BAIMCH IECATKA 3MOPHUOHOB, KOTO-
pBle TaK MM WHAuYe CO3JaBAIUCH IS DKCIIEPUMEHTOB M B HUX THONH.
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Bo BTOpOM THIE TEXHOJOTHI MCHONB3YIOTCA ISl TIEpEHOca B 370pO-
BYIO KJIETKY UMEHHO IPOHYKIIEYCHI — SAEPHBIM MaTepHual poAUTENEH,
KOTOpBIX elle He 00pa3oBall B pe3yiabTaTe CIMSHUS ABYX IPOHYKIIE-
YCOB YHHKAJIbHBIA T€HOM OyAyILero 4yenoBeka. [ oBopuTh 00 MHIAMBH-
IyyMe B TaKOH CUTyallM HEBO3MOXHO.

bBpuTaHCcKuil BApDHAHT JieraJu3auuu Texnonoruii M/{
KaK ONBIT HA/JIesKALIero NpPaBJieHus

Tpu nepBBIX 3aperuCTPUPOBAHHBIX CIy4as KIMHHYECKOTO HCIIONb-
3oBaHus M/I, ormeuennsle B Mekcuke, Ykpaune u ['perun, xapaxre-
PHU3YIOTCSI TEM, YTO OHM OBIJIM OCYIIECTBJICHBI B CTpaHaX, KOTOPHIC B
cMbicne perysinud M/l BroiiHE MOXXKHO Ha3BaTh ATUKO-TIPABOBBIMH
ouopamu [10, c. 10]. BmecTe ¢ TeM HaIM4YHe TEXHOIOTUH U OTCYTCT-
BHE€ HOPMAaTHUBHBIX OIpPaHMYEHUH BPSII JHM CTaHYT IPEANOChUTKON Oyp-
HOTO OMOTEXHOJIOTMYECKOT0 MpOorpecca B 3TUX CTpaHaX, MOCKOIBbKY
3aKOHBI 110 CBOEMY MpPEAHA3HAYEHHUIO OJDKHBI HE TOJNBKO O2paHUYU-
6amb CBOOOIY HEKOHTPOIUPYEMOr0 HAyYHOTO Mporpecca, HO U obec-
neyueams npasa NMAIEHTOB, KOTOPBIM OKa3bIBAETCS COOTBETCTBYIOLIAS
MOMOIIb, 3AIIUTYy UX MHTEPECOB M MHTEPECOB UX nomomxog. Oduiop
TUIOXO 3aIIUIIAET 3TH MpaBa U MHTEpechl. BMecte ¢ TeM oduopsl Mo-
TYT BXOIHUTb B CXeMbl MEOUYUHCKO20 Mypusma, Tpelyiaras peannsa-
LUIO JIMIIb HENeralu30BaHHOM YacTH MEOUIMHCKUX yciyr mo MJI.
Tax, nepBbIii cnydail poxxaeHust pedenka mociae MJI Ol 3aperucTpu-
poBan B Mekcuke B 2016 r. IlepBrie mpouemypsl, coBHaAaloMue C
texHodorussmMu KO, Obun mpoBeleHbI B HBIO-HOPKCKOM KIMHUKE
(CIIA), mponenypa MJI u poxneHue peOeHKa MPOU30LIUTA B MEKCH-
KaHCKOW KJIMHUKE, AaJbHEHIINHA yX0A 32 HOBOPOXKICHHBIM OCYIIECTB-
JSUICSL B aMEpUKaHCKUX KIMHHKax. [loxoxkas cxema paboraer u B Yk-
paune. [lanueHTamu 0OBIYHO BBICTYMAIOT rpaxaane EBpocoro3a (ua-
me — lBenun). B cnywae I'pennu Mbl IMeeM BapHaHT COBMECTHOTO
HCCIIEIOBATENILCKOTO MTPOEKTa, 3aKJIIOYEHHOI'0 MEXKIy yueHbiMH Hcma-
Huu (rme M/l He neranmsoBansl) U ['perun, B KOTOPOH CYIIECTBYET
COCTOSIHME 3TUKO-TIpaBoBoro ogrropa [11].

BenukoOputanus crana nepBoi CTpaHOW B MHUpE, KOTOpasi He po-
cto sneranuzoBana B 2015 r. M/I, Ho u poBena Kak cephe3Hyr paboTy
B Hay4yHOH oOmacTu, pa3paboTaB OTHOCHTENBHO HAJSKHBIE TEXHOJO-
T'HH, TaK U OONbIIyI0 paboTy ¢ 00IIECTBOM, KOTOPYIO BIOJIHE MOKHO
OTHECTH K XOpOLIEMY #puMepy HaJUISKAIIEro MpaBleHHs, peJICBaHT-
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HOMY HE TOJIKO JIJIsl JAHHOM 00JIaCTH, HO U JUIS BCEX TEXHOJIOTUI BHE-
CEeHHsI HACIECAYeMBbIX U3MCHCHHUH B T'€HOM 4YeloBeka. B oOcyxmaeHnu
JTaHHO# MpoOiIeMbl OyJIeM OPHEHTHPOBATHCS HA aHAIUTUYECKYIO CTa-
TBIO TPyNIbI yueHblx, npexacrasisstonmx Wellcome Centre for Mito-
chondrial Research (Herokacn, BemukoOpuranus). MiMeHHO B 3TOM
LlenTpe otpabaTbiBanmichk TexHomornn MJI, 31ech ke paspadaTbiBa-
JHMCh pa3InYHble (OPMBI B3aMMOICHUCTBUSI C OOLIECTBOM, KOTOpBIE
obecrieunin B 2015 r. neranuzanuio 3Tod TeXHOIOTUH B BennkoOpu-
tauuu [9]. Hy)HO OTMETUTB, UTO B MPOJBHKCHHH 3aKOHOAATEIBHBIX
MHHULUATHB 1O Jeragmzauuu MJ[ cymiecTBoBasia moje3Has cHCTeMa
pasleneHus Tpyla U KOOIepallid MKy JABYMs BIUSATCILHBIMH OpH-
TAaHCKUMH WHCTHTYTaMH. Y TIpaBJICHUE MO0 KOHTPOIIO PEIPOTYKTHBHBIX
u sMOpuoHanbHBIX TexHooruit (Human Fertilisation and Embryology
Authority — HFEA) obecrieunBano 5KCIEPTHYIO OIEHKY 3 PeKTHBHO-
ctu u Oe3onacHoctu Texuonoruit M1, Hapdunackuit Coser no 6uo-
stuke (Nuffield Council on Bioethics) obGecrieunBan nmpopaboTky co-
IUATBHBIX ¥ TUKO-TIPABOBBIX acleKToB [12].

[TepBasi, MPUHIMITHATIBLHO Ba)kKHAsI YepTa BCEro 3aKOHOIATEILHOTO
OpHTaHCKOTO pEeryJupoBaHMs TEXHONOTMH MJI 3akirodaercss B TOM,
YTO KaKIbIH Clydail 3asBKM Ha WX KIMHHYECKOE NMPHUMEHEHHE pac-
CMaTpHUBAaeTCs PEryJIITOPHBIMH OpraHamu OTheibpHO (Case by case).
[TosToMy HE MOXKET CIIOKHTHCS CHTYallUsl HAKIOHHOH IUIOCKOCTHY,
Kak cliokwiack B Huzmepnanpax mocie seranuszanuu 3BraHasud. Jo
Jeran3anul 00CyKIanoch He OOJIbIIe IECSITH CIydaes, a mocie — 0o-
nee 16 Teic. bpuranckas opma seranu3anui He OTKPBIBACT IIHPOKO-
MacmTaOHYI0 BO3MOXXHOCTb PEalM3allii 3TOTO TpaBa, a MpeAroiaraeT
yder cnenuprKH Kaxaoro oTaensHoro ciydas. Kak popmupyercs ka-
KJIBIH MHTUBUAYAIIBHBIA CTyqan?

LleHTpabHBIM MOHSATHEM B COLMOTYMAaHUTAPHBIX HayKaX SBISETCS
noHsTue sosnevennocmu (engagement). Kak cBUIETenbCTBOBAIH pas3-
pabOTUMKH, 3HAYUTEIBHYIO YacTh HCCIICIOBAHUI COCTaBIISIO COBMeE-
CTHOE BOBJICUCHHUE ITyOJIMKH, MAIMEHTOB U 3aKOHOJATENEH B MpoIecc
MpeBpalieHus TexHonorudi M/l B KIMHUYECKYIO IPAakTHKY. BoBieue-
HHE TPEIoiaracT He TOJIbKO HH(OPMUPOBAHHE O BOSMOXKHOCTSX Te-
paIreBTUYECKOr0 METOJa, HO M IMPOBOLUPOBAHUE JUCKYCCHH BOKPYT
BOIIPOCOB 11€1€CO00pa3HOCTH, O6e30macHoCTH, 3H(EKTUBHOCTH U COLKO-
TYMaHHUTApHBIX podseM. Jluckyccusi obpamiaeT BHUMaHHUE Ha Ba)KHBIC
BOITPOCHI, MOOHJIM3YET 3aMHTEPECOBAHHBIX, OOBSCHSET IIMPOKOU IMy0-
JIMKE CMBICIT MHHOBAIIMH, (POPMHUPYET OOLICTOHSATHBIN S3bIK 00CYKe-
HUi, CMSITYaeT MPOTUBOPEYHUS C HECOTJIACHBIMHU KaK MUHUMYM 33 CYET
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TOTOBHOCTH BBICIYIIATh U OOCYAMTH UX BO3paXKEHHUs. 3a cUET MyOaud-
HBIX OOCYXIEHHI MOCIeayIoliee 3aKOHOAATENbHOE pEelIeHHE OKa3bl-
BaeTCs «IAIUCHTOLEHTPUYHBIMY». DOKyC BHUMAaHUS CKOHIICHTPUPOBaH
He Ha O0OCYXJEHHH a0CTPAaKTHBIX IMPHUHIIUIIOB, a HA 603MOJNCHOCHU
nomous cmpaoarwum m1o0sm. IMEHHO 3TO 00CTOSITEIBCTBO (PopMu-
PYeT KaK LIEHTP rPaBUTALIMK COOOILECTBO JIOACH, MOIICPKUBAIOIINX U
obecreunBatonux Jieranuzanuio Texnonoruit M/, IToka moau criopst
0 BBICOKHX MPHUHIUIAX, POXKAAIOTCS U YMHPAIOT B CTPAaJaHUAX Peallb-
HBIC JIeTH... 3a7aya y4eHbIX U OHOITHKOB — OOECIICUUTH 3TH JUCKYC-
CHH JOOPOTHBIM MaTEPHAIOM JJIsl O0CYKIICHHUA.

Wellcome Centre ObLI0 mpemocTaBieHO MPABO BBIIABATH JIHIICH-
3UM Ha TPOBEACHHE MOJOOHOTO POoAa KIMHUYECKOW MPAKTHKH, YTO
obecrieunBaeT KauecTBO MPEJOCTAaBIISIEMbIX MEIUIMHCKUX ycayr. Pa-
0ora c OOILIECTBEHHOCTHIO, KOTOpas Oblia MOJIepKaHa OCHOBHBIMHU
rOCyZIapCTBEHHBIMH HHCTUTYLUSMHU B cepe 3ApaBOOXpaHEHHUS, IPEXKIIE
BCEro BKJIIOYaNa OTKPHITHIE MYOJUYHbIE KOHCYNbTAMK C NAlUeHTaMHU
W BpayaMH sl BBISIBICHHSI Pa3iMyHbIX Mo3uLuH. Jlamee mist pa3HBIX
COLMAIBHBIX TPy (OT 3aKOHOJATENEH 10 TOMOXO035eK) MPOBOANIUCH
CeMUHApBbl, Ha KOTOPBIX CHayana JOCTYITHO OOBSCHSIICS CMBICI HOBBIX
TEXHOJIOTMH, a TOTOM BBISIBISUINCH W OMHCHIBAJIMCH TO3UIMH IO BO-
MPOCY O TOM, KaK MOXHO ITOMOYb MaleHTaM, CTPAJAIOIIUM MUTOXOH-
IpHaIbHBIMU 3a0oneBaHusMH. «Hama ctpaTerusi BOBJICUCHUS U KOM-
MYHUKAI[UH YYWUTBIBaja MOTEHIIHAIbHBIE Oapbepbl A BOBICUEHHUS U
obecrieueHHs] HMHKIIO3MBHOCTH, BKJIIOYaja MHOXKECTBO PAa3TUUHBIX
(hopMaToB — HHCTPYKLMH, HHPOPMATUOHHBIE OIOJUIETEHH ISl MAleH-
TOB, IHU MH(GOPMHUPOBAHMS MALKMEHTOB W MPHEMHBIC THHU AJS TPax-
nan» [9]. Beum BBIIENCHBI CHCNUANBHBIC JTHU JUII KOMMYHHUKAIUU C
npencrasurensimu CMU.

OTa TaKTHKa omnpaBaajia ceds — B MapIaMEHTCKUX TOJOCOBAHUSIX
LEHHOCTH 3alllUThl HHTEPECOB CTPAAAIOUINX JeTeil Bo3oOnanana. «Bcé
9TO MO3BOJIMJIO MALMEHTAM M HMalWEHTCKUM OpPTaHU3aLMsIM HOACIUTh-
Csl JIMYHBIM OIBITOM BOCTIPHSITHS CTPaJaHUH, CBSI3aHHBIX C MUTOXOH/I-
pHATBHBIME JUCHYHKLIMSAME, KOTOPBIH paHblle ObUI JIOCTYIEH JHIIb
BpayaM-y4eHbIM, padoTaromuM B aaHHOH oOxactu» [9]. CraBuiack
LeNb, YTOOBI pelieHre, KOTOpOoe MPUHUMAIOT 3aKOHOAATEH 1 00LIecT-
BO B LIEJIOM, OBLIO XOpomo WH(OPMHUPOBAHHBIM M CBOOOAHO OT BHEII-
HUX BIIMSIHUH, CBSI3aHHBIX, HallpUMep, ¢ WHTepecaMH (apmMalrieBTHye-
CKHX KommnaHuid. [ obecriedeHHs aJeKBaTHOTO WH(GOPMHUPOBAHHS B
accouuanuu LlenTpom Oblia co3gaHa KIMHUKA PEeNpOAYKTHBHOTO MUTO-
XoHIpHaibHOro KoHcynbTupoBanus (Mitochondrial Reproductive Ad-
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vice Clinics). O4enb BakHO TO OOCTOSATENLCTBO, YTO CTAHAAPTHBIC
(dhopmbl mHGOpPMHUPOBaHUSI, UCTIONB3yeMble B LleHTpe, Obum mpoBepe-
HbI, OOCYXXJIGHbl M YTOYHCHBI MAIMEHTCKHMH OPTaHU3alUsIMU U OT-
JeNbHBIMUA TIaIieHTaMu. Kak yke YyIOMHHAIOCh BBINIE, B CIICI[HAIIb-
HBIX (POKyC-TpyIIax ObUTH M3Y4YCHBI TIOCIEACTBHS MH(GOPMHUPOBAHUS B
KaTeropusx pricka, He MpelyCMaTPUBAIONIErO HAJIMYHUS OJJHO3HAUHBIX
pelIeHui.

3aKIIFOYATENBHBIA aCTIEKT, B KOTOPOM COTPYJHHUYECTBO YYCHBIX,
OMO3TUKOB W MAIUCHTOB OKA3aJI0Ch MPUHIMIIHAIBHO BaXKHBIM, KacaJics
Mpo0JieM MOHHUTOPUHTA COCTOSHUS TUIOJOB U HOBOPOXKIACHHBIX MOCTE
POJIOB JIsS CBOEBPEMEHHOM TUArHOCTUKH U KYIMHUPOBAHUS BO3MOXKHBIX
HeOnaronpusaTHeIx nocnencreuii (follow up programs). EcrectBenHOE
JKellaHUEe Bpadell KaKk MOXHO darie 00CIIeIoBaTh HOBOPOXKIICHHBIX
(a moToM W jeTel B pasHBIX BO3PACTHBIX TPYIMIax) ObUIO YTOYHEHO
MAIUEHTCKUMH OpPTraHu3allusIMHi, KOTOpble 0OpaTHiii BHUMaHUE Ha He-
raTUBHBIC TIOCIEACTBUS U3IHUINHEH Menukanu3anuu. [1o3ToMmy OCHOB-
HBIC MPOBEPKU COCTOSHUS 3I0POBbs OYIyIINX NeTel ObUIA BIIMCAHBI B
KaJIeH1aph MTPOBEPKY COCTOSHHUSI 3/I0POBbs AeTell HanmonansHOM cuc-
TEMBI 3]JpaBOOXPAaHEHUS. TeM CaMbIM 3TU JICTH HE BBIACISUIHCH U3 00-
MW TPYTITHl CBEPCTHUKOB.

B kadecTBe KpUTHUYECKOTO KOMMEHTapUs MOXXHO OTMETUTH, YTO
JUTSL TIPOJIBMDKEHUS B 00IIIECTBEHHOE co3Hanue ueld MJ[ Obliia UCIoNb-
30BaHa ympoIlneHHas Meradopa (yHKIMH MHUTOXOHIPHH B KaueCTBE
«baTapeek». He yuuThiBamach dMUreHeTHYECKas POib MUTOXOHAPUH B
o0eCTieueHNH PKCIPECCHH SIACPHOrO TeHOMAa B HOPME W IMaTOJIOTHH.
PeanpHas ¢pyHKIMS MUTOXOHApHH Oonee crnoxHast [13]. Bymymmii ve-
JIOBEK, CO3JAHHBIM C MOMOIIBIO TexHONOoruii MJI, BepoSITHO, TOTYy4UT
HE TOJbKO MCTOYHUK DHEPTHH OT TPETHEro JIMIa, HO U CBOEOOpa3HOe
AMUTEHETHYECKOE «IeMU(BPOBATHHOE» YCTPONCTBO Ui CYUTHIBAHUS U
WHTEPIPETAIlMU ONPEACICHHON YacTH TEHETHYEeCKONH WH(pOpMaIuu
snepaoro JIHK. Dto o3Hadaer, uto Ouoiorudeckas HISHTUYHOCTh
pebeHka M ero poauTescH, Mo KpalHel Mepe OTYacTH, OKa3bIBacTCs
IO/ BOTIPOCOM.

3akao4eHue

OnwiT BenmukoOputanuu B jeraim3anuu TexHonorud M/ cBume-
TEILCTBYET O TOM, YTO PEUIAIONIYIO POJb UIPaeT B3aUMOJCHUCTBHE
Bpa4eOHOro M OHOITHYECKOTO 3KCIEPTHOTO COOOIIECTBA, KOTOPOE
o0ecrieunBaeT BOBICUCHHOCTD B CIIOXKHBIA JIETMOCPATUBHBIN MPOIECC
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Pa3IUYHBIX COIMANIBHBIX TPYII, BKJIIOYas MEAHIIMHCKOE Mpodeccro-
HaJbHOE COOOIIECTBO, MAIIMCHTCKAE OPTaHU3AIMH U OTACITBHBIX MallH-
eHToB, nonutudeckue naptun 1 CMU. B pesynbrare MHTEHCHUBHBIX
KOHCYJIbTAlIMA W OOCYXIEHHUI yIalloch OOECIEYUThH OIpeneICHHBIN
YpOBEHb OOIIECTBEHHOTO JOBEpHUs K TexHouorusMm MJ], paszpaborath
3aKOHOJATENBCTBO U CHUCTEMY aJIMUHHCTPATUBHOTO YMpaBIICHUS, IO-
3BOJISIONIYI0 KOHTPOJIUPOBATH KAXKIBIM KOHKPETHBIA CIIyd4all UX KIH-
HUYECKOT0 NMPUMeHeHUs. Bo MHOTOM OpuTaHCKasi cHCTeMa IMOATAITHON
neranuzaiuu MJ[ COOTBETCTBYET MPUHIUIIAM HAJJIEXKAIIETO IMpaBie-
HuUsl, pekoMeHIoBaHHBIM BO3 B ciydae MMIUIEMEHTALMHM MPOEKTOB,
MPEANoiaralonX BHECEHUE HACTIEAYEMbIX U3MECHEHUN B TEHOM YENO-
BeKa. DTOT OMBIT MOXKET OKa3aThCs MOJIE3HBIM IS pa3paOOTKU OTeve-
CTBEHHOM CHCTEMBbI HAJJICKAILIETO MPaBICHUS AJsi TEHOMHBIX TEXHO-
JIOTHH, YYUTHIBAIOMIEH HAI[MOHAIBHBIE OCOOCHHOCTH IOJUTUYCCKOM
KyJIbTYphI HAaIlIEH CTpaHbI.

Cnucok JiMTepaTypsbl

1. Chinnery P.F., Hudson, G. Mitochondrial genetics // British medical bulletin. —
2013.-Vol. 106, N 1. — P. 135-159.

2. McFarland R., Taylor R.W., Turnbull D.M. A neurological perspective on mi-
tochondrial disease // Lancet neurology. — 2010. — Vol. 9, N 8. — P. 829-840.

3. Treatment for mitochondrial disorderes / Chinnery P.F. [et al.] // Cochrane data-
base of systematic review. —2012. -18:CD004426.

4. Mitochondrial diseases / Gorman G.S. [et al.] // Nature reviews disease primers. —
2016. — N 2, Article 16080.

5. Pathogenic mitochondrial DNA mutations are common n the general popula-
tion / Elliott H.R. [et al.] // American journal of human genetics. — 2008. — Vol. 83,
N 2. — P. 254-260.

6. IlepcneKTHUBBI TEHHOHW TEpaluH MHTOXOHIPHANBHBIX Oone3Hei @ 0e3
CRISPR/Cas9 re oboittics? / Unuepun U.B. [u ap.] // Bectauk PTMY. — 2017. — Ne3. —
C. 46-51. — DOI : 10.24075/brsmu.2017-03-05.

7. WHO. Human genome editing : position paper // WHO Expert Advisory
Committee on Developing Global Standards for Governance and Oversight of Human
Genome Editing. - 2021. - 15p. - URL
https://www.who.int/publications/i/item/9789240030404

8. Twuwenko I1J]., FOOur B.I'. COlMOryMaHUTAPHOE COIPOBOXKICHHUE WHHOBALIH-
OHHBIX MPOEKTOB B Gromenuiuue // 3uanue. [Tonnmanue. Ymenue. — 2016. — Ne 2, —
C. 73-86.

9. Scientific and ethical issues in mitochondrial donation / Craven L. // The new
bioethics. — 2018. — Vol. 24, N 1. - P. 57-73.

10. Pebpuxos /.B. PenaxrupoBanue reHoma denoseka // Becrauk PTMY. — 2016. —
Ne 3. -C. 12-15.

211


https://www.who.int/publications/i/item/9789240030404

11. The regulation of mitochondrial replacement techniques around the world /
Cohen G. [et al.] // Annual review of genomics and human genetics. — 2020. — Vol. 21,
N 1. - P. 565-586.

12. Lewens 7. The division of advisory labour : the case of “mitochondrial dona-
tion” // European journal for philosophy of science. — 2019. — Vol. 9, N 1. - P. 2-24.

13. A novel role for mitochondria in regulating epigenetic modification in the nu-
cleus / Smiraglia D.J. [et al.] // Cancer biology & therapy. — 2008. — Vol. 7, N 8. —
P. 1182- 1190.



A.N. 3ypman

ICUXOJOT'HNYECKASI PABOTA C POJJUTEJISIMU,
MPUBETAIOIIUMH K TEXHOJIOT USIM
TEHETUYECKOUN JMATHOCTUKH
IIPU IVIAHUPOBAHUU CEMbU:

HOBBIE BbI3OBBI JUISI IPAKTUKYIOIIUX
MCUXO0JIOT OB

Annomayus: IlpuMeHeHne TEXHOIOTUN FeHEeTUYECKON TUAarHOCTUKYU B XOZ€ Iuia-
HHUPOBAHUS CEMBH CTAaHOBUTCS Bce Ooiee pacmpocTpaHeHHOH mpakTukoi. Hexoropsie
9KCIEPTHl BOCHPHUHUMAIOT HCIOIb30BAHUE BO3MOXHOCTEM paHHErO BBISBICHUS IO-
TEHLHAJIBHBIX aHOMAIHH IJI0/]a KaK HEOTHEMIIEMYIO YacTh CO3HATEILHOIO OTHOIIECHUS
K poauTenbCTBy. MHOTIA MOAOOHBIE MPOIEAYPhl — MOYTH SAWHCTBEHHBIH IIaHC OCY-
MIECTBUTh MEUTY O POXKACHUH 370poBoro pebeHka. C pocToM pacrpoCTpaHEHHOCTH
MIPUMEHEHUS TTOAOOHBIX TEXHOJIOTHI YBEINIUBACTCS W KOIMYECTBO 3aIPOCOB K MPaK-
THUKYIOIIAM TICHXOJIOTaM, MHOTHE U3 KOTOPBIX HE MMEIOT JIOCTAaTOYHOr0 00beMa 3HAHHIA
ISt pabOoTHI C POAMTEINSIMH, BBIHYKJICHHBIMU TTPOXOINTE Yepe3 MPOIeaypPhl TeHETHYC-
CKO¥ TuarHocTHKH. [1pr 3TOM HCHoNb30BaHME MTOMOOHBIX POLIEAYP YaCTO CTAHOBUTCS
HUCTOYHUKOM JIUCTPECCa M TPUITEPOM BO3HHUKHOBEHMS MCUXMUYECKUX HapyLICHHH, O
KOTOPBIX COBPEMEHHBIN MCHXOJIOT JOJKEH 3HATh, YTOOBI 00ECIIEYNTh Ka4eCTBCHHYIO
TTOMOIITb.

Kniouesvie cnosa: renernyeckasl JUarHOCTHUKA, KOMMeEpUecKasi FTeHOMHKa, MpeHa-
TajbHasl T€HeTHYecKas NUAarHOCTHKA, MPEHMIUIAHTAl[MOHHAsl TeHEeTU4ecKas IUarHo-
CTHKa, BCIIOMOTATEIFHBIE PETIPOAYKTUBHBIC TEXHOJIOTHH, TICHXOIOTHIECKOE OJIaromo-
JIy4re MaTepen.

! UcenemoBanme BBITIONHEHO 3a cUeT rpanta Poccuiickoro HayuHoro ¢onzaa (mpo-
ekt Ne 19-18-00422).
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Crpax poxxaeHust 60MbHOTO pebeHKa, AUCTPECC, BEI3BAHHBINA HECTIO-
COOHOCTBIO BEIHOCUTD OEPEMEHHOCTh M3-3a T€HETHYECKHX OTKIOHEHMH
mioja, OECIIOKOWCTBO M3-3a KHACECACTBEHHBIX» 3a00JIeBaHUI — BCE OTH
HETaTHUBHBIE MEPSKUBAHUS BXOIAT B CIIMCOK HAanOoJIee aKTyalnbHBIX IS
KEHIIWH, 33JyMBIBAIOIIMXCS O TUIAHUPOBAHUN OEPEMEHHOCTH WIIN YKE
OepeMeHHBIX. B HEKOTOpBIX citydasx (Hampumep, NMpH 3HAHHU O TpeN-
PAcTOIOKEHHOCTH K TeM WM WHBIM 3a00JeBaHMAM, NPU HAJIHYHU B
CEMbE Y€ POKACHHBIX AETEH C TAKEIbIMH OTKJIOHEHWSMHM B pPa3BH-
THUH, TIPH HAJTMYUU TEX WM WHBIX (PAKTOPOB PHCKA) CaMa MBICIb O TOM,
YTO BO3MOKHO TOSIBIICHHE Ha CBET PeOCHKA C TKENBIMU T'€HEeTHYe-
CKUMH HUJIM XPOMOCOMHBIMHM CHHIPOMaMH MOXKET CTaTh MPUYUHON OT-
Ka3a poauTenell OT e 1eTOPOXKACHUS.

Ha ceromusimamii geHs nHpopManus o cueunGuyeckux ocoOeH-
HOCTSX M OTPAHMYEHHBIX BO3MOYKHOCTSAX NI€TEH, POXKAEHHBIX C TEMH
WM UHBIMH CHHIPOMAJIBHBIMU HAPYLICHUSMH, CTAHOBUTCSI BCE TOCTYII-
Hee, HO YpOBEHb NMOAJEPKKU CEMEW, MMEIOIIMX TaKUX IETeH, Kak U
YPOBEHb PAa3BUTHS METONOB MHKIIO3UU JUIS I€TEW ¢ OrpaHUYEHHBIMH
BO3MOYKHOCTSIMH, OCTAaeTcsi CPaBHHUTENBHO HEBBICOKMM. [loaTomy Bce
OOoNbIle KEHIIUH U MY>KYHH HCTIBITHIBAIOT BBIPAXKEHHBIH CTpax Mepen
MOSIBJICHUEM Ha CBET peOCHKa C OTKJIOHEHHSIMU B Pa3BUTHH, OCOOCHHO
€CIIM TI0 TeM WJIM MHBIM MPUYUHAM OHU BXOZST B Ipymnmbl pucka. [lcu-
XOJIOTH-KOHCYJIBTaHTbI, HEMEAULIMHCKHE IICUXOTEpaneBThl M Jaxe
BpaYU-TICUXUATPBI PEryJSPHO CTAJIKUBAIOTCS C MOJAO0OHBIMHU SBICHUSIMHI
B CBOEH MPAKTHUKE, XOTS 4aCTO HAJMYMIO TAKUX CTPAXOB CIEIHAINCTHI
MOT'YT HE NpUIaBaTh O0COOOT0 3HAYCHWUS, pacCMaTpUBas MX HIIHM Kak
HOpMaJIbHBIE ONIACEHUs, XapaKTepHbIe AJIs JIo/ACH, IUIaHUPYIOIuX Oe-
PEMEHHOCTb, MJIH KaK MPOSBICHUS OOIIel TPEBOKHOCTH OYAYIIUX po-
auTenel, 03a004eHHBIX OyIyIIHM 30pOBHEM CBOUX JETEH.

B nacrosmee Bpems Omaromapsi pa3BUTHIO MEAMLIMHCKUX TEXHO-
JIOTUH, OyAyUIMM POIUTENSIM JOCTYIHBI pa3HOOOpa3Hble METObI, MO-
3BOJISIIOLIME CHU3UTh PUCK TOSIBICHUS Ha CBET peOCHKa C BPOXKAEH-
HBIMHM XPOMOCOMHBIMH MJIM TEHETUYECKUMH OTKJIOHEHUSAMU. B crincok
MOJOOHBIX TEXHOJOTWH, B YaCTHOCTH, BXOAAT METOJBI MPEUMILIAHTA-
LMOHHOM U NMPEHATaIbHON T€HETUYECKON TUarHOCTHKH, TO3BOJISIONINE
3apaHee BBISBUTH BO3MOYKHBIC aHOMAJIMH y SMOpPHOHA (B IEPBOM CIIy-
Yae — elle A0 ero BHEAPEHUS B MaTKy, T.€. 10 TOro, Kak 0epeMEeHHOCTb
HACTYIHT) WIX TI0/a, a0kl UCKITIOUUTD (I MHHUMHU3UPOBATH) IIAH-
CBI Ha POXKAEHUE ETEN C THKEIBIMU MOPOKAMH WIIM YBEIMYUTH IIAHCHI
Ha BBIHAIIMBaHUE OEPEMEHHOCTH B CIIydyae XPOHHUYECKOI'0 HEBBIHAIIM-
BaHus. Kpome Toro, cymectByer HaOOp MPOTOKOJIOB, MO3BOJSIOMINX
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OyAyIIUM POAMTENSM 3apaHee y3HaTh O BO3MOXHBIX PHCKax, CBS3aH-
HBIX C TIPEIpacroIOKEHHOCTHIO K TEHETUYECKUM 3a00JIeBaHMM, YTO-
OBl NIPUHATH B3BEIICHHOE pEIIeHHE O IUIAHWPOBAaHUU OEpEMEHHOCTH.
Kazanoce 0bl, mmpokoe pacripocTpaHEeHHE MOJOOHBIX TEXHOJOTHH MO-
KET CYIIECTBEHHO CHU3UTHh YPOBEHb HANPSHKEHHOCTH U BBIPAXKEHHOCTH
CTPaxOB Yy ceMeH, MIaHUPYIOMX OepeMEHHOCTh, TaK KakK BIICPBHIC B
YEJI0BEUECKOW HCTOPHH Yy JIIOJEN MOSBHIACH BO3MOKHOCTH KOHTPOJIH-
poBaTh ATOT Hpouecc. Ecnu paHblle poykJeHHE YCIOBHO 370pPOBOTO pe-
OeHka Wi peOeHKa C TsHKENbIMU OTKIOHEHHSIMH B Pa3BUTHU TPENCTaB-
JIATO0CH CIIy4ailHOCTBIO, 10 METKOMY BBIPKEHMIO MHOTUX POAMTENEH,
CBOEOOpa3HON «ioTepeeii», WM TPOSBICHUEM BOJHM TE€X HIU HWHBIX
BBICIIMX CHJI, TO Ce€iuac AOCTYIMHOCTb T'€HETHYECKOTr0 TECTUPOBAHUS
MO3BOJISIET JIIOJSIM CaMOCTOSATENBHO BIHATH Ha ATOT Mpolecc. TeM He
MEeHee caMO HaJn4re MOoAoOHOW BO3MOXKHOCTH M BBIOOpA, KOTOPBIH
Terepb BO3HUKAET nepe]] Oy IyIUMH POAUTEISAMH, (OPMUPYIOT HOBBIE
CJIO)KHOCTH 3THYECKOTO M NCHUXOJIOTMYECKOT0 XapaKTepa, HOBbIE MaT-
TEpHBI B TUHAMHUKE CEMEHHBIX OTHOLIEHWH, HOBBIE CTPaXH M HEBPO3HI,
C KOTOPBIMH MPEACTOUT HAYYUTHCS PabOTaTh MCUXOJIOraM M MCUXO-
TepamneBTaM.

B oToli rmaBe MBI HAMEpPEHHO OCTaBIsieM 3a KaapoM Ouosioruye-
CKHE M MEIUIMHCKUE acleKThl IPUMEHEHHs] TEHETHYECKOro TECTUPO-
BaHHA B Ka4ECTBE BCIIOMOTaTENbHON PENPOAYKTUBHON TEXHOJOTHH U
JIUIIb KOCBEHHO KacaeMcsi 3TUYECKOH CTOPOHBI MCIOIB30BaHUS METO-
JIOB MEJULIMHCKOW M MOTPEOUTENbCKOM TeHOMUKHU B IMpoLecce MIaHM-
poBaHHMs ceMbH. B nepByro ouepep Hac HHTEPECYIOT 3aKOHOMEPHOCTH
MICUXUYECKON KHU3HH CeMel, BBIHYKIIEHHO WM JOOpOBOIBHO mpube-
raloyX K JAHHBIM TEXHOJIOTHUAM, a TAKKE BO3MOKHBIE TAKTHKH MICHXO-
TEpaneBTHYECKON MUIIN KOHCYJIBTAaTUBHONW PaOOTHI C HUMH.

l'unorernyeckn poxkaeHNe peOCHKa C THKEIBIMH OTKIOHCHHSMU
WM aHOMAJIMSIMH Pa3BUTHA, B TOM YHCJIE XPOMOCOMHOI'O MJI TE€HETHU-
YEeCKOro Xapakrepa, myraeT OOJIbIIMHCTBO JIOACH, TaK MM MHAYE I1a-
HUPYIOIINX 3aBECTH CEMbI0. Eciu paHblle MOsIBICHNE HA CBET pedeHKa
¢ 0COOEHHBIMHU MOTPEOHOCTSIMHU Yallle BOCIPHHAMAIIOCh KaK HEOXKHJaH-
HOCTbB, TO CETOAHS BCE OOJbIIE POTUTENECH HCIBITHIBAIOT TPEBOTY, CBS-
3aHHYIO C 3TUM PHUCKOM, 3apaHee — Ha dTalle IUIaHWPOBaHHs OepeMeHHO-
CTH WM B MepUo]l BeiHAMMBaHus. Yarie mogo0HbIe cTpaxu OECTIOKOSIT
Oynymux marepeit. Ilcuxomnor M.B. CopokrH NpUBOANUT CTATHCTHKY, B
COOTBETCTBHUHU C KOTOPOH MOJIOJBIC KEHITMHBI 0€3 METUIIMHCKOro 00pa-
30BaHus ewle 25 JieT Ha3al B CpeIHEM OLIEHUBAIIM BEPOSITHOCTD MOSIBIIE-
HUS Ha cBeT peOeHKa ¢ TeMU WM MHBIMH HapyIICHUSMH Pa3BUTHS B
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10-12%; >xeHIIMHEI, MOJYYUBIINE MEIUIIMHCKOE 00pa30oBaHUe, TPE/-
moJiarajiu, 4To PUCK cocTaBisieT mpuMepHo oT 18 mo 25% cnyuaes, a
IpU MOBTOPHOM HCCJIEIOBAaHUM, MPOBEACHHOM YYyTh OOJBIIE JECATH
JIeT Ha3a[, KCHIIWHBI, BHE 3aBHCHMOCTH OT MOJYYEHHOTo 00pa3oBa-
HUS, OKUAAIOT TIOSBICHHS HA CBET OOJIEHOT'O peOeHKa C BEPOSTHOCTHIO
okouto 35%. [Ipu 5TOM MY>KYMHBI ¥ B KOHIIE ITPOILIOTO BeKa, U celyac
OLIGHUBAIOT BEPOSTHOCTH POXKACHHUSI OOJBHOrO peOCHKa B IMara3oHe
ot 2 10 5% [1]. BeposiTHO, UMEHHO TO3TOMY (aKT pOXKICHHS peOCHKa
C TSDKETBIMH OTKJIOHEHHSIMH Yallle CTAHOBUTCS MOJHOM HEOXHIaHHO-
CTBIO JJISl OTLIOB, YTO KOCBEHHO MOXKET SBISTHCS OJHHM U3 (PaKTOPOB
pacmaga cemeil mocine MOsBICHUS peOeHKa-WHBanIuWAa. B kauecTBe
HanboJee paclpoCTpaHEHHBIX MOCIEICTBHM TPaBMBbI, KOTOPYIO HaHO-
CHUT CEMbE B ILIEJIOM POXKIEHUE OOJILHOrO peOeHKa, OOJBIIMHCTBO HC-
clleioBaTeNnell Ha3bIBAIOT M3OMSLHUIO CEMbU OT COLIMyMa, HapylIeHHE
YyBCTBa MACHTUYHOCTH 1 oOpa3a S y ponuTeneid, HapyleHne B3auMo-
OTHOIICHUI BHYTPU CEeMbU (HE TOJIBKO MEKAY POAUTEISIMH, HO M B
OTHOWICHUSIX C APYTHMMHU JIETbMH, a TaKKe C WICHaMU pacCIIUpEeHHOH
cembH). IMEHHO 3TOro, a TakXKe POJUTEILCKOTO BBITOPaHUsl, pacajia
CeMbH, HEBO3MOXKHOCTH COLMAIHM3aLUU peOCHKa M, KOHEYHO, MOTEH-
IUATBHON CMEpTH peOCHKa U CBA3aHHOTO ¢ HEW CHMIITOMOKOMILIEKCa
OCTpOIi yTpaThl OOATCS POAMUTENH, KOTJa TOBOPST O CTpaxe POKICHUS
peOeHKa ¢ TeMH WM UHBIMH NMaTONOTUsIMH pa3BuTHs. [1o naHHBIM, 1MO-
ayaerHbiM E.A. Konbuosoii [2], y Matepeii mocie poxaeHus nerei ¢
TSOKEIBIMA BPOXKIICHHBIMH 3200JIEBaHMSIMH YacTO Pa3BUBAIOTCS CHUM-
NTOMBI MOCTTPaBMAaTHYECKOI'0 CTPECCOBOTO PACCTPOMCTBA, KOTOPHIE
YCYTyOJISIFOTCSL CIIOKHOCTSIMH, CBSI3aHHBIMH C obecriedeHueM Ooiee
WM MEHEee IONTHOLIEHHOH JKU3HU A7 peOeHKa U CEMbH, HapyILICHUIMHU
OTHOIIICHUI1 C BHEIIHMM MHPOM, 3a4aCTyIO — YXOAOM Cynpyra u (Him)
notepeil paboThl B CBSI3U C HEOOXOIMMOCTBIO 3a00TUTBCA O peOeHKeE.
OtmernM, uto cBoe uccnenoBanue E.A. Konbosa npoBoania Ha Ma-
Tepax JeTed, CTpPajalolnX BPOXKICHHOM JHuiencued. PazmuuHble
XPOMOCOMHBIE ¥ T€HETHYECKHE CUHAPOMBI YaCTO BBI3BIBAIOT Y MOTEH-
OUATBHBIX POAMUTENCH NOMOJHUTENbHBIE CTPaXy M3-3a MPHUCYLIET0 UM
opeona Oe3HaJEKHOCTH, HEU3IEUYNMOCTH, H3-32 OKUAAHUS OTBEpIKe-
HUSl peOCHKa CO CTOPOHBI OOINECTBA, M3-3a MOTEHLHAJIBHOW HEBO3-
MOXHOCTH 00€eCIednTh pe0EHKY U CEMbE TOCTOWHOE KauecTBO JKU3HU.
Kpome TOro, uacto cpok >KM3HHU JeTell C TAKMMHU CHHIPOMaMH Orpa-
HUYEH, TIOATOMY POIMTENH BBIHYKACHBI CTAIKUBATHCS €I M CO CTpa-
XOM BHE3aITHOM paHHEH yTpaThl.
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Jist Toro 4ToObl 3aCTPaxoBaTh CEMbU OT MOAOOHBIX ITOCIIEICTBHH,
CHHM3HUTh YPOBEHb TPEBOT'M OYAYIIMX POAMTENEH W HHTCHCUBHOCTD
CTpaxoB, MHOI'ZIa HOCAIIMX HAaBSI3UMBBIA XapakTep, pa3pabdoTaHbl pas-
JUYHBIE TEXHOIOTUU TCHETUYECKOTO TECTUPOBAHUS POAUTENEH M dM-
OproHOB. MOXXHO OBUTO OBI IPEATIONOKUTH, YTO JOCTYITHOCTH METOJIOB,
MPEAOTBPAIIAIONINX TIOSBICHHE HA CBET AETEH C TSKEIBIMU MOPOKAMH
Pa3BUTHSA, CTAHET CIIOCOOOM CHIKEHUSI YPOBHS POIAUTEIBCKOTO CTpec-
ca Ha JTaIrle TulaHupoBaHus. TeM He MeHee JajeKo He Bcerga crnocoo-
HOCTb KOHTPOJIMPOBAThH IIOMOTaeT CHPABUTHCS CO CTPAXOM M TPEBOT'OH.

OCHOBHBIE TEXHOJIOTHM T€HETHYECKOTO TECTHPOBAaHUS, IpUMe-
HSIOIIMECS Ha dTalle MJIaHUPOBAHUsS CEMbH, MOXXHO YCIOBHO pasfe-
JUTH HA TECTHI, HANIPaBJICHHBIC HAa aHAJIN3 TEHETHYECKUX 0COOCHHOCTEN
poauTeneil, U TECThI, MO3BOJIAIOIINE H3YYUTh TEHOM CamMoro SMOpHO-
Ha! BHYTPUYTPOOHO WIIM, B Cilydae NMPEUMIUIAHTAIIMOHHOW T'eHeTH4e-
ckoit quarnoctuku (I1T/1), 1o BHeApeHHs B MaTKy IPH SKCTPAKOPIO-
pansHOM orutogoTBopennu (DKO).

CoBpeMeHHBIE TEXHOJIOTUM TEHETUYECKOT'0 TECTUPOBAHMS IS
TUTAHUPOBAHUSL CEMBU CYIICCTBYIOT Ha CTBIKE MEAWIIUHCKOH M KOM-
MEpYECKOi TeHOMHKH. VIHOTHa TeCThl, MO3BOJISIIONINE BBISIBUTH MpeE-
PAacTOIOKEHHOCTh K POXKACHUIO IETEH C TSHKEIBIMUA XPOMOCOMHBIMU U
TCHETHYECKUMHU OTKJIOHEHUSIMH, a TaK)Ke TECThl, HalpaBlieHHbIC Ha
NPULETBHYI0 TUarHOCTHUKY SMOpPHOHA WIIM TJI0Aa, PEKOMEHIYIOTCS
MalMeHTaM 10 Ha3HAYeHUIO Bpaya. DTO MPOMCXOIUT B clydae, eciiu
POAMTENN BXOJAT B TPYIIY PUCKa MO TOMY WJIM MHOMY ITOKA3aTeJio
WM €CITH B CEMbE y)KE €CTh POXKACHHBIC (MM HE POXKICHHBIC) IETH C
OTKJIOHCHHUSIMH, a TaKXe NMPH XPOHHUYECKOM HEBBIHAIIMBaHUH Oepe-
MEHHOCTH, CBSI3aHHOM C TSDKEIBIMH ITOPOKaMH Pa3BUTHA SMOPHOHOB.
Ho HexoTopbie KOMMepUecKHe OpraHU3alMy MPEAaraloT POIUTENSIM
MPOITH TecTUpOBaHKE 0€3 SBHBIX MEIUIIMHCKUX TTOKa3aHHM, CIIEKyIHU-
pys Ha ECTECTBEHHBIX CTpaxax JIOJeH mepen TSHKEIbIMH T'eHeTHde-
CKUMH M XPOMOCOMHBIMHU 3a00j1eBaHUSIMU. | eHeTHuecKast AMarHoCTUKa
poauTenel mepes 3auaTheM — OJHA U3 CaMBIX MOMYJISIPHBIX KOMMepue-
CKHX YCIIYT, KOTOpas peKJIaMHPYETCsl OpraHM3alisMH B KadecTBe d(¢-
(eKTHBHOM Mepbl MPOPUIAKTHKH BPOXKACHHBIX 3a00JieBaHUi y Oymy-
IIMX JeTell M BO3MOXHBIX OCJIOXHEHHH MpOTeKaHUs OepeMEHHOCTH.
B kadecTBe IOMONHUTENBHBIX OOHYCOB HEKOTOPBIE KOMMEpUECKHE
nabopaTopuul TpepIaraloT OyAyIIMM POIUTENSAM 3apaHee Y3HAThb O
MOTEHIHAJbHBIX TANaHTaX M CKIOHHOCTSX peOeHKa, KOTOPBIA Y HHUX
poautcs. BonbIIMHCTBO peKIaMHBIX TEKCTOB OMMCBHIBAIOT CBOIO Iiejie-
BYIO ayJUTOPHUIO KaK 3a00TIMBBIX, OTBETCTBEHHBIX POAUTENEH, KOTOpBIE
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BJIyMYHBO M OCO3HAHHO MOAXOJAT K BONPOCY CO3/IaHUA CEMBbH. Takum
oOpa3oM, mMmojaya MaTepuajga O NAaHHOH yCIyre Co3laeT HILIIO3HIO
0€30MacHOCTH M KOHTPOJIA, Aa€T BO3MOXKHOCTH IOYYBCTBOBAaTh ceOA
XOPOIIMMH POIUTEISIMH.

Ha ceropnsamnmuii neHs onucaHue BO3MOKHOCTEH HMCIIONB30BaHUS
TEHETHUYECKUX TECTOB JUIS MJIAHUPOBAHUS CEMBH COIEPIKUTCS B peKIIaM-
HBIX TIOCTaX OOJBIIMHCTBAa KOMIIAHWH, OKa3bIBAIOIIMX YCIYT'H IOTpe-
Ooutenbckod reHoMHKH. [Ipy co3gaHnm Takoro pona peKiiaMbl aBTOPHI
onuparoTcs Ha 0a3oBble «00JIEBbIE TOUKM» COBPEMEHHBIX POIUTENEH:
OTBETCTBEHHOCTB, CEPbE3HBIN MOJIXOJ K 3I0POBBIO (CBOeMYy U Oymy-
MUX JAeTed), MpopUIaKTHKA. DKCIUTyaTHPYETCsl BBICOKHH YpPOBEHb
TPEBOXKHOCTH pOIUTeENeH, OONbIIOE KOJIMYECTBO CTPAaXOB, CBS3aHHBIX
CO CTEPEOTUIIAMHU O «IIO3THHUX» NETsAX (CeroaHs Bce OOIbIIE KESHIHH
OTKJIaJBIBAIOT POXKACHHUE IE€TeH 10 OoJiee 3peoro Bo3pacrta, Ipy 3TOM
OONBIIMHCTBO M3 HUX TaK WM WHAY€ HAXOASTCS MOJ AAaBJICHUEM CO-
OUATBHBIX HOPM M HCIBITHIBAIOT MOBBIMICHHBIH YPOBEHb TPEBOTH B
CBSI3M C TEM, YTO MO CTaHJApTaM OTEYECTBEHHOr'O aKyLIepCTBa MOLYT
MONACTh B KaTErOPHIO CTapOpOoAsLINe»). B HEKOTOPOM CMBICIE 1IEb
MOJOOHOH pEeKIaMbl — HCKYCCTBEHHOE CO3JaHHE HOBOM COLMAJILHON
HOPMBI, B COOTBETCTBUU C KOTOPOHW €CTECTBEHHBIM NPOSABIECHUEM OT-
BETCTBEHHOCTH M 3a00ThI O CEMbE CTAHOBUTCS T€HETHYECKOE TECTUPO-
BaHUE B paMKax IUIaHUpoBaHUs OepemeHHOCTH. [lo OYeBHIHBIM TpH-
YMHAM Yallle BCErO K UCMOb30BAaHUIO FEHETHYECKOIO TECTUPOBAHUS TTPH
TUIAHWPOBAHUU CEMbU TPHOETaIOT JIOJM, CTPAIAIOIIe TPEBOXHOCTHIO,
JIIOJY C OTATOLIEHHBIM aHAMHE30M, a TAaK)K€ BHYIIAEMbIE U CKIIOHHBIE
K UMOXOHJPHH U TUIIEPKOHTPOIIMPYIOLUIMM MOAENSAM NoBeneHus. Yacto
BBISIBIICHUE TE€X WM WHBIX PUCKOB (3HAYMMOCTH KOTOPBIX B KaXIIOM
KOHKPETHOM CITy4ae MOXET BapbHPOBATHCA, YTO HE BCEra OYEBHIHO
BCTPEBOXKECHHBIM OYIYIIMM POIHUTEINSM) CTAHOBHUTCS JUISL KCHIIUHBI
WIK AJI1 Tapbl JONOJHUTENBHBIM CTPECCOM, HCTOYHUKOM TPEBOTH.
Be3ycnoBHO, 3TO MOXKET OBITH BBHITOJHO MOCTaBIIMKAM MEAWUIIMHCKHX
YCIIYT, TOCKOJIBKY OTKPBIBAETCS «OKHO» JUIA MPOJaXK JOMOJHUTENb-
HBIX yCIYT U MPOAYKTOB, HO MPH 3TOM MOXKET HETATUBHO OTPa3UThCS
Ha TICHUXMYECKOM 3/I0POBbE JKCHIIUHBI (WM ee MapTHepa), UX camo-
OLICHKE W UX CYOBEKTUBHOM BOCHIPHSITHH COOCTBEHHOTO POIUTEIBCTBA.
Kommepuecknii xapaktep mogoOHOW AESTEIBHOCTH, OTCYTCTBUE YET-
KO MaplIpyTH3allMd TalueHTa M HeXBaTKa KBaJIU(QHINPOBAHHBIX
CTHEHUATUCTOB, CIOCOOHBIX HE TOJBKO TPaMOTHO WHTEPIPETUPOBATH
MOJTy4E€HHBIE PE3yNbTaThl, HO U BHATHO OOBSICHUTH X CBOUM KJIMEH-
TaM, CO3JAr0T HE TOJBKO STUYECKYI0 HEOAHO3HAYHOCTh. OHM HECYT
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BBICOKUII PHUCK MCHXOTpaBMaTH3alMK OYAyIMX POIUTeNe (B MepByO
odepeb Matepeit).

B03MOXXHOCTh TIpM NOMOIIM TEHETHYECKOTO aHalHM3a 3apaHee
ONPEICNUTh MOTCHIIUAIBHBIC CIOCOOHOCTH M TaJIaHThI OyIyIIEro WK
HOBOPOXKACHHOTO peOCHKA YacTO HMCIOJIb3YeTcs KOMIAHUSMH, IIpe-
JOCTaBIISIIOIIMMH YCIYTH TMOTPEOUTEILCKOW TCHOMHKH, B KayecTBE
JOTOTHUTENBHOTO PEKIIaMHOT0 Xoxaa. Jisi MHOTUX poauTenei sta yc-
Jyra BBITJISAUT TPHUBICKATEILHON U aCCOLMUPYETCs ¢ 3a00TOi, BHUMA-
HHEM K OyIylleMy, OCO3HAHHOCThIO. TeM He MeHee Ba)KHO TOHHMATh,
YTO BBIBOJBI O JIMYHOCTHBIX KAueCTBAaX W MOTCHIMAIBHOW Mpeapaco-
JIO)KEHHOCTH K TOW WM WHOM JEATEeIbHOCTH, CIACIaHHBbIC HA OCHOBE
aHaJIM3a TEHETUYECKOro KOJa, HOCAT BeChbMa HEOIHO3HAYHBIN Xapak-
Tep, a BBIOOpKA JUTS aHAIM3a TeHOMa HaXOAUTCS B MPOIIECCE CO3MaHuUs
U Habupaercsl Kak pa3 3a CYeT MPOBEJCHUS MHOTOYMCICHHBIX aHAJIH-
30B. Henb3st HCKITIOUHTD, YTO MPENOI0KEHHS O BOBMOXKHBIX CIIOCO0-
HOCTSIX peOCHKa MOBJIMSAIOT HAa UX OXKHIAHUS, HAa YPOBEHb POIHUTEIb-
CKHX MPUTA3aHUH, @ 3HAYUT — CKAKYTCS HA OTHOLICHHUSX C peOCHKOM B
OynymieM. JIoNOMTHUTENBHAS CIIOKHOCTD 3aKJII0YAeTCsl B TOM, YTO TPO-
BECTH TIOJIHOILICHHOE HCCIICIOBaHUE, TO3BOJISIONIEE TIPOBEPUTH, OTIIH-
YaeTcsl JIM XapakTep JACTCKO-POAUTEIBCKAX OTHOIICHUH B 3aBUCHMOCTH
OT TOr'0, HMEIOT JIU POJMTENH T€ WIM WHBIC NPEICTABICHUS O MOTCH-
IIUAJTBHBIX OCOOCHHOCTSIX peOCHKa, HEBO3MOKHO. [loy4yeHHbIe 3HaHUS
(mym WILTIO3MS 3HAHWIT) O TeX WIIM MHBIX JIMYHOCTHBIX YepTax peOeHKa
paboOTaIOT 1O TPHHIMITY «CAMOHCIOJHSIONMXCS MpopodecTB» (d¢h-
¢exr Pozenrans) [3].

3noynotpednenne uH(pOpPMAIKE, TONYY4EHHOH MOCPEACTBOM
KOMMEPUYECKHX T'eHETHYECKUX TECTOB, HEBEPHOE MOHMMaHHE WU He-
JOCTAaTOYHO BHSTHAsi MHTEPIIPETAlus 3TOM MH(OpPMAIMU, OTCYTCTBHE
0a30BBIX 3HAHWH B JAHHOH 00JACTH MOT'YT IPHUBECTH K TIOCIEICTBUSIM
Ha HECKOJIKUX YpOBHsX. Ha MHIUBHyaJIbHOM YpOBHE OHH MOT'YT Ha-
HECTH yIIepO CaMOOIGHKE OyAyHIMX pOIHTENeH. JTO KacaeTcs Kak
MOTEHIMAJIBHBIX MaTepeil, Tak U oTioB. CrIOCOOHOCTh 3a4aTh, BBIHO-
CHTh W POIUTBH 370pOBOr0 (MM YCIIOBHO 3JI0POBOTO) peOeHKa, axe
€CJIM YEJIOBEK MPUHSIT PEIICHHE ATy CIIOCOOHOCTh HE UCIIOIb30BATh, —
Ba)kKHAs 4acTh MICHTUYHOCTH JKCHIIWHBI, CHOCOOHOCTH CTaTh OTIIOM,
KaK OLIYIIEHHUE COOCTBEHHOH MOTEHTHOCTH, UTPACT HEMAIYI0 POJb B
OIIYIICHHH COOCTBEHHOH 3HAYMMOCTH MYKYMHBI. HeBepHO HCTONKO-
BaHHbIC, 0€3 TPaMOTHOH HMHTEPIPETAllMH CO CTOPOHBI CIICHHAINCTA,
JTaHHBIC TCHETUYECKOr0 aHajlM3a MOI'YT HAaHECTH CEPhE3HBIH yaap Io
OIIYIICHHIO COOCTBEHHOH (DEPTHILHOCTH M OMONIOTHYECKOW COCTOS-
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TENTBHOCTH M MIOPOIUTHh MHOXECTBO (paHTa3mil y )KEHIIUH U MYXXUYHH, a
TaKXe MHOXECTBO JIOTIOJTHUTEIBHBIX TPAKTOBOK CO CTOPOHBI COLIMYMA.
YacTo BblAEIEHUE TEX WM MHBIX MPEAPACIIONOKEHHOCTEH U Hapyle-
HUI CTaHOBHUTCS! HCTOYHMKOM YYBCTBA CTBIJa, BHHBI, CTpaxa 3a ce0st U
Onmu3kux, nernpeccun. He MeHee cepbe3HBIMH MOTYT OBIThH MOCTEICTBUS
Ha ypOBHE KOHKPETHOW Maphl. B HEKOTOPBIX CUTyalusIX MOTydeHUE He
VIOBIIECTBOPAIOLIMX Mapy pe3yJabTaTOB MOAOOHBIX TECTOB CTAHOBUTCS
MPUYMHON pajuKaJbHOIO OTKa3a OT JETOPOXKACHUS WIIM pa3phiBa OT-
HOILIEHUH BHYTpH mapbl. [laxke eciiu pa3pbiBa HE IPOUCXOIUT, HATUIHE
JaHHBIX, KOTOPhIE MOTYT TPaKTOBATHCS POAUTEISAMHU KaK IOKa3aTelb-
CTBO UX «HECOBMECTHMOCTH», BBI3BIBAET CYIIECTBEHHOE HANpsHKEHHE
B OTHOIIEHMSIX, IPUBOIUT K KOH(IMKTaM M TIOMCKaM BHHOBaTbIX. Ca-
Ma ujaes O TOM, YTO JaHHas Iapa CrocoOHa MPOM3BECTH Ha CBET pe-
OeHKa C TSDKENBIMU HapYLICHHSIMH, YacTO CTAHOBHUTCS HCTOYHHUKOM
ceMeiHOl cekcyanbHOU TUC(YHKINH, TPUBOANUT K HEAOBOILCTBY IPYT
APYTOM U COOCTBEHHBIM COIO30M.

Co BceMH ATHMU MOCTEACTBUSIMU Y OTACIBHBIX JTUYHOCTEH WU Y
map MOXET CTOJKHYTHCS Ha TpUEME ICHUXOJIOT WM TCHXOTEpAareBT.
B npakTrke ncuxonoroB U MCUXOTEPANIEBTOB, OCOOCHHO CIEIHAaTH3H-
pyromuxcs Ha paboTe ¢ CeMbsSMH, MOSBISETCSA BCe OOJbBIIE 3alIPOCOB,
CBSI3aHHBIX C OIBITOM MPOXOXKICHUS MapOd WM OJHUM M3 POIUTENer
TCHETHYECKON MarHOCTUKHU 10 3adaTus. B HEKOTOPBIX cCiiydyasx 3TO
OINPaBIaHO MEIUIUHCKUMH PEKOMEHIAMSIMHU, B APYTUX — SIBIACTCA
UCKITIOYUTEIBHO ~CJIEACTBHEM IIOBBIIICHHOW TPEBOKHOCTH TIapBHl,
CKJIOHHOCTH K KOHTPOJIHPYIOIIEMY MOBEICHNUIO, HATHYneM (OO Ui
Bo3zeiicTBUeM peknambl. s Toro 4toObl 3(deKkTHBHO padoTaTh C
TAaKUMH TapamMH, MPaKTUKYIOIMH CTICUAIUCT JODKEH MOHUMATh Clie-
UMUKy 3allPOCOB, BO3HUKAIOUMX A0 MM MOCIE MPOXOXKACHHS IIO-
no0HOM auarHoctuku. MHora peub UaeT 0 HEYBEPEHHOCTH OYyIyIInX
poauteneil B BeIOOpE MmapTHEpa, KOTOpask MOXKET CIYKHTb MapKepoM
HapyLICHUH OTHOIIEHWH BHYTpu mnapel. Pemienune 3aBecTn peOeHka
4acTo BOCIIPHHHMMAETCS KaK IIar, CBA3aHHBIA C BBIOOPOM MapTHEpa,
CHUMBOJINYECKOE MPU3HAHHE KOHKPETHOIO MapTHEpa MOIXOASIINM s
JUTUTENTbHBIX OTHOLICHUI M CO3JJaHus ceMbU (B ciIydyae, €CJIM MbI TOBO-
puM 00 OCO3HAaHHOM pEIICHUH, O ITAHUPOBaHUU OepeMeHHOCTH). CH-
Tyanusi, B KOTOPOH KTO-TO W3 MapTHEPOB HACTAUBAET Ha MPOXOKACHUHI
TCHETHYECKOM TUAarHOCTHKH 0€3 SBHBIX MEAWIUHCKHX OCHOBAaHUU,
MOXET CBUETEILCTBOBATEH KaK O €T0 CTpaxax, CBA3aHHBIX C OyAyIIIM
POAMTENLCTBOM, HEYBEPEHHOCTH B CBOEH CIIOCOOHOCTH CTaTh POIUTE-
JieM, TPeBOrax, CBSI3aHHBIX CO CIIOCOOHOCTBIO CO3MIATh, C COOCTBEH-
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HOM MOTEHTHOCTHIO, TaK M O HEJOCTATOYHOW yBEPEHHOCTH B BBIOpAH-
HOM TapTHEpE, B TOM, UTO 3TOT COI03 MOXKET CO3JaTh HEYTO HOBOE U
IIEHHOE. YMECTHO O0OpaTUTh BHUMAaHHEC HA CHUMBOJIMYECKHE ACIICKTHI
JKENTaHUs IPOUTH TUarHOCTUKY, Ha TO, KAKUE UMEHHO CTPaxH U (paHTa-
3UH CTOSAT 32 KEIaHUEM KOHTPOJIUPOBATH MPOIIECC 3aUaThS.

B HekoTOpBIX Cayyasx TE€HETUYECKOE TECTUPOBAHUE POIUTENCH C
BBISIBJICHHEM BEPOSTHOCTH 3adaThsi peOeHKa C TSHKEIbIMUA TeHETHYE-
CKUMH OTKJIOHCHHUSIMH PEKOMCHIOBAHO BpadyoMm (HampuMep, €Ciu B
CEMbE €CTh CIy4Yau TSKEIBIX XPOMOCOMHBIX WJIM T'€HETHUYECKUX Hapy-
IICHUH, €CJIM KTO-TO M3 POIUTENEH CTpajaeT TEM HIIM WHBIM 3a0oiie-
BaHUEM WM 3HAET O CBOEH MPEApPAacHONOKEHHOCTH, €CIU POIUTENIU
MOTAJIAI0T B TPYIIY PHUCKA B CHIIy BO3pacTa WM JPYTHUX JIeMorpadu-
yeckux ocobeHHocTel). Torma MaHHYIO YCIyry MOMKHO OTHECTH K
cdepe METUITMHCKUX YCIIYT; B HEKOTOPBIX PErMOHAX MOIO0HBIC TECTH-
pOBaHUS BXOJAT B MAaKET MEAMIIMHCKOTO CTPAaXOBAaHUSI U MPOBOIATCA
OecruiatHO JuIst Oyaymux poauteneil. MccnemoBanus, TpOBOAUMEIE 110
MEIUIIMHCKUM TIOKa3aHMsAM, KaKyTcst Oojee OJHO3HAYHBIMU C STHYE-
CKOW TOYKHM 3pEHHUs, HO 3TO HE JIeNIaeT MX OC30MacHBIMHU TSI ICHX0IMO-
UOHANBEHOTO (hoHA poauTeneil. YacTo caMo monydeHue HalpaBICHUS
Ha TOJIOOHOE UCCIICIOBAHUE MOXET CTaTh IS OyIyIIUX pOIUTENCH
CEpPBhE3HBIM CTPECCOM, TaK KaK MOJTBEPIKAAET MX COOCTBEHHBIC TPEBOTH
Y OmaceHusi, co3gacT WILIIIO3UIO MOTEHIINATbHOU POIUTENBCKON HEco-
cTosiTeNbHOCTH. KpoMe Toro, BHe 3aBHCHMOCTH OT NMPUYHH, MOOYX-
JAIOMUX OYIyIUX pOAUTENeH MPUOCTHYTh K TEHETHUECKOMY TECTHPO-
BaHHIO, HE CYIIECTBYET TOTOBBIX OTBETOB HA BOIIPOC O TOM, UTO JAEIATh
C MOJIyYEHHBIMU pPe3yJbTaTaMH, €CJIM OHU HE TOJHOCTBHIO YAOBIETBOPHU-
TenbHBL. OTBETCTBEHHOCTh 3a BHIOOp JAbHEHINNX NEHCTBHUI IMOJIHO-
CTBIO JIOXKUTCS Ha MAlMCHTOB, X YacTO TO JOCTATOYHO TSHKCHIBIN BBI-
0op. HekoTopeie mapel BEIHYXICHBI OTKA3aThCs OT POXKIECHUS COOCT-
BEHHBIX JCTeH HIM KMCKATh ajJbTCPHATHBHBIC BapuaHThl (Hampumep,
npuOErHyTh K yCIIyraM JOHOPOB SHIICKJICTOK WJIM criepMbl). MHOTIa
pe3yabTaThl OAHOTO TECTUPOBAHUS MPUBOISAT POTUTENCH K HEOOXOH-
MOCTH TIPOBOJIUTH JPYTUE, HANpUMEp, TpuOeruyTh K npouenype KO
C BO3MOXHOCTBIO MPOBECTU MPEUMIUIAHTAIIMOHHYIO TUATHOCTUKY HM-
OpuoHa.

IMpenmmnanTaruonHas renerndeckas auardoctuka (1) — sTo
JIOCTATOYHO MOJIOAAs, HO yXe 3apEeKOMCH/IOBABIIas ceOsl TEXHOJIOTHS,
koTopast mpumensiercs ¢ 90-x TOJ0B MPONUIOro BeKa, B MEPBYIO Ove-
penp B paboTe C mapamMu, MMEIOUMMH Pa3IUYHbBIC PENpONLyKTHBHBIC
mpoOneMbl U / WM TEHETHYeCKHEe 3a00JICBaHUS B aHAMHE3E CEMbH
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(B TOM YMCIE MPU HAIMYUH CTAPIIMX JETeH, POXKICHHBIX C TSHKEITBIMU
XPOMOCOMHBIMU CUHJpoMaMu). OCHOBHO# 1ienbio npuMenenus [117]]
SMOPHOHOB CUMTAETCSl MpeNOoTBpalieHue GOpMUPOBAaHUS OepeMEeHHO-
CTH, OCJIO)KHEHHOH TSDKENBIMU TEHETHYECKMMH M XPOMOCOMHBIMH
aHoManusaMH 1uona. Ha paHHMX 3Tamax BHEIpEHUS! JaHHOH MpPOILeay-
PBI OCHOBHBIM TOKa3aHueM i npumenenus [1I°/] 6611 puck pa3Butus
y Oyaymero pebeHKa TKENbIX HACIeICTBEHHBIX 3a001eBaHUM, MPOsB-
JSIIOIIMXCST B paHHEM Bo3pacte, Harmpumep Oomne3nu Tes — Cakca, Kuc-
TO3HOTO (pHOpO3a WM CIUHAIBHOW MbIIedHoi atpopuu [4]. B xome
JanbHEHIIero pa3BUTHs U YCOBEPIICHCTBOBAHMS TEXHOJIOTUH JUAarHO-
CTUKH JHMAINa30H MEIUIUHCKUX MOoKazaHui k nmpumenenuto [1I']] Obin
pacupen. CeronHsi Bpaud MOTYT MIOPEKOMEHI0BATh OyAyILed MaTepu
OPOITH MpOLeaypy AMArHOCTUKHA B COYETaHWH C DKCTPAKOPIIOpAIIb-
HBIM OIUTOIOTBOPEHHEM JISi CKpUHUHTA pa3InyHbIX aHESYIUIOUANN M
onpenenenuss HLA-coBMecTHMOCTH, a Takke AJIsl TOMOIIM MaTepsM U
napam, CTpajaloliiM OT MPHUBBIYHON HEBHIHAIIMBAEMOCTH, €CIIH €CTh
MOJI03PEHUE, YTO HEBBHIHAIIMBAHHE OEPEMEHHOCTH HANPSAMYIO CBS3aHO
C TCHETUYECKUMH MyTalusIMu ioaa [5].

[upokoe npuMeHeHne JaHHOH TEXHOJIOTHH BBI3BIBAET MHOXKECTBO
STHYECKUX BOMPOCOB, TaK KaK B Mpolecce MPOUCXOAUT OTOOp U3 He-
CKOJBKUX 3MOPHOHOB, OJUH WM HECKOJIBKO M3 KOTOPBIX COXPaHSIOTCS
IUIs TiepeHoca B MaTKy. MbI He OyzeM ocTaHaBIMBaThCs Ha (priocod-
CKHX M 3TUYECKUX acleKTaX MPUMEHEHHS AaHHOW MpoLenypsl, HO CO-
CPEIOTOUMMCSI Ha TEX CIIOKHOCTSIX MCHXOJIOTMYECKOTO XapakTepa, Ko-
TOpBIE MOTYT BO3HUKHYTH y OyAYIIUX POAMTENEH, PEIIMBIIMXCSA Ha
nofo0Hoe BMemaTenbcTBo. OTMETHM, 4TO MpOoLeaypa OCTaeTCsl 10CTa-
TOYHO JOPOrocTosIel B OONBIIMHCTBE CTPaH M PETHOHOB, MO3TOMY
pelaroTcs Ha ee MPOX0XKIeHHE OOBIYHO Maphl C TOCTATOYHO TSKEIBIM
PEIPOAYKTHBHBIM aHaMHE30M. B mpolecce NpoXokOeHUs AaHHON
MHOTO3TaNHON MpoLeaypsl OOJIBIIMHCTBO Map CTAJKHBAETCS CO Clie-
JYIOLIMMH CIIOKHOCTSIMU: BOIIPOCHI ATHYECKOro Xapakrepa (B IEepBYyIO
odepenp CBsI3aHHBIE C OTOOPOM SMOPHOHOB M C HEOOXOAMMOCTHIO pe-
marthk cyap0y OTOpakoBaHHBIX SMOPHOHOB, UTO I MHOTHX MPEICTaB-
JSIET TPYAHOCTH); TMOTEHIUAIBLHOE BBIFOPAHUE M IICUXOJOTHYECKOE
WCTOILEHNE, CBS3aHHOE C JUINTEIBHOCTBIO MPOXOXKICHHUSI MPOTOKOIIA,
HEOOXOJUMBIM TIEPHOAOM OXHIAHHUS KaKIOrO CIEAYIOIIETO 3Tara,
HEOOX0UMOCTBI0 TIOBTOpeHus: mpouenypsl OKO B ciyuyae Heynauw,
npoOIeMBbl B OTHOIICHUSX C OKPYXEHUEM, TaK KaK 4acTO PELICHHE Iapbl
WM MaTepy NpUOErHyTh K OAOOHOH TEXHOIOTHH BBI3BIBACT HEMIPUSATHE
WJIN OCY)KJEHUE CO CTOPOHBI JPYTUX YJICHOB CEMBH WIIH APY3€H.
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YacTo JKeHIIMHBI, TpUOETaroNINe K TTOJOOHBIM TPOIICAYPaM, UCIIHI-
THIBAIOT UPPAIMOHAIBHEIE CTpaxw, OOYCIOBJICHHBIC OIIyIICHUEM
«BMEIIATEILCTBA» B CaKPaJIbHBIC MPOIECCHI, — BEIb MM IPUXOTUTCS
BBIOHMpaTh «peOEHKa» MO ONMpPEACICHHBIM TPU3HAKAM, a HE TI0JIaraThCs
Ha «IPUPOAY», «O0ra» WM «CyapOy» (B 3aBUCHMOCTH OT WHIMBHJY-
QIBHBIX IIEHHOCTEH U MHUPOBO33PCHUS KEHIIIUHBI). YIKe Uuepe3 HeKOTO-
poe BpeMs Tociie MPOXOKISHHS TPOIeIypPhl XKECHIIMHA 3a4acTyI0 Ha-
YUHAET UCTBITHIBATh YyBCTBO BHHBI, CTpaX HaKa3aHHs 3a HapyIICHUE
Ta0y Ha BMEIIATEILCTBO B «ECTECTBEHHBIE» TPOIECCHI MM ONIYIIE-
HUE, YTO MpH BBHIOOpPE SMOpHMOHA MOTrjia OBITh COBEPIICHA OIIMOKA
(ocobeHHO sIpKO TIOA00HBIC (haHTa3UH TPOSIBISIOTCS Y JKEHIIUH C TTOCe-
POOBOI JTeTIpeccreil Win TpH HapyIICHUH JAETCKO-POIUTEILCKIX OTHO-
nieHnit ¢ pebenkom). Eciiu sKeHIMHA MPUHSIA PEIICHUE HE COXPAHATh
npumMenenue I[1I']] B TaliHe, BENMK PUCK CTOJIKHOBEHUS CO CTUTMaTH-
3anuell ee U ee peOCHKA, TOSBUBIIErOCS TPU MMOMOIIN PEIPOTYKTHB-
HBIX TEXHOJIOTUH, 0COOEHHO B PErMOHAaX ¢ HU3KUM YPOBHEM MEIHIINH-
CKO rpamoTHOCTH. Hepenku ciydan, KOrja MpuMeHEHHEe TT0T00HBIX
TEXHOJIOTUH BBI3BIBACT HAIMAJKH CO CTOPOHBI NMPUBEPIKEHIICB TPaIH-
IIUOHHBIX I[EHHOCTEH, OCOOCHHO B TOM, YTO KacaeTcsi MaTCPUHCTBA,
CEeMEHHBIX TPAIUIINKA, POJIM KEHINUHBL. YacTo mosiBIieHuEe OONBHOTO
pebeHka JJis JItoJel, UMEIOIINX MUCTUYECKOE U PEITUTHO3HOE MHPO-
BO33pEHHE, BOCIIPUHUMACTCS KaK «BOJIS» TE€X WJIM WHBIX BBICIIUX CHII,
HaKa3aHWE WM WCIBITAHUE, a TIOMBITKA N30eXKaTh MOA00HON ydacT —
KaK BBI30B IO OTHOIICHHIO K cakpaibHOMy [6]. Kpome Toro, mo cux
MOp CYIIECTBYIOT M OBITOBBIC MU(BI O TOM, UTO «IACTH H3 MPOOHPKI»
OTJIMYAIOTCS OT IPYTHX JIETSH MO TEM WM WHBIM XapaKTEePUCTHKAM,
YTO MOXKET BBI3BIBATH MPENB3ATOC OTHOIICHUE K PEOCHKY U €0 CEMbE
CO CTOPOHBI OKPYXKAIOIINX, BKIIOYas MCAUIIMHCKHUN U IeIaroruaecKuii
TepCoHall.

PerpocriekTrBHOE UCCIIEIOBAaHUE ONBITA JKCHIIWH, ITPOXOAUBIINX
NIr'Jl, nposenennoe B 2005 r., AemMoHCTpHpYET eiie OauH (aKTop
(hopMupOBaHUS AMCTpPECCa — CIOXHOCTH, BO3HUKAIOIINE B IPOIECCE
B3aMMOJICHCTBUS C CUCTEMOI 3IpaBOOXPAHCHUS U MEIUITUHCKUM TIep-
conaiioM [7]. Tak, 40% pecrOHICHTOB CUUTAIOT, YTO OHH YPE3MEPHO
JIOBEpsTM CBOMM Bpavam. OJHa TaIMeHTKa BCIIOMHHANA, YTO B XOJIE
JIUCHUS OHA CTapajach 3aJaBaTh JeyalliM BpayaM Kak MOXXHO MCHB-
IIe BOIIPOCOB, YTOOBI €¢ HE BOCIPUHUMANIN KaK TPYAHOTO MaIlMEHTA.
YacTp nanuenTok nosnaraina, uro Bmecte ¢ [1I'J[ um npugercs npoxo-
JWTh U TIPEHATaJbHYI0 reHeTndeckyto auarHoctuky (ITHI) toxe. Ilo
CJIOBaM OJIHOW W3 PECHOHJIEHTOK, €€ KOHCYJIBTaHT-TEHETHK COOOIIMIT
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el o ToM, uTo eil HeoOxoxumo B pomonHenue K 1] mpoiitu nporue-
nypy Ouorncun xopuona (CVS). PykoBOICTBO KIIMHMKH HE 3HAJO O
TOM, 4TO Ha MAIMEHTOB OKa3bIBAETCS MOJOOHOE AaBJICHUE CO CTOPOHBI
X COTPYIOHHUKOB. /[pyrne y4acTHUKM HCCIIEIOBAaHUS PacCKa3bIBaIH,
YTO MOCTOSHHO OIIYIIAIN 3aBUCUMOCTh OT KJIMHUK M CTPAaXOBBIX KOM-
NaHuK, BRIOPAHHBIX UMM JUIS MOJYYEHHS MEIULMHCKUX YCIyT, HO He
MOTJIM MTOMEHATh KIMHUKY, MOCKOJBKY KOJUYECTBO MEAULIMHCKHUX Op-
ranu3anuii, nposogsumx [1I°/], cuiibHO orpanmyeHo [8].

Hecmotpst Ha Bce MOTEHLMANbHBIE ICUXOIOTUYECKUE PUCKU MPH-
menenus [11']], nanHbI METO CIOCOOEH CYIECTBEHHO CHU3UThH BEPO-
SITHOCTb BO3HMKHOBEHHMSI MEAWIMHCKUX MOKa3aHWW Ui MPEPBIBAHUS
OepeMEHHOCTH Ha MO3JHEM CPOKe, a 3HAYHT — M30ekaTh HE MeHee
CEphE3HBIX TICHXOTpaBM JUIsl MaTepu M 1A mapbl. B 3ToM cMbicie
[II'I, HecMOTpsi Ha CHOPHOCTH JAHHOTO METOAA, BBITJLIUT Oonee
Oe3omnacHol (C TOYKM 3pEHHS MCHXOJIOra, HO HE PEMPOAYKTOJIOra) allb-
tepHatuBoil ITH/I. Tlon ITH/I mompa3ymeBaercst reHeTHUYECKasl IUar-
HOCTHKA IUIOJIa B XOZAE YK€ COCTOSBLICHCS MaTOuYHOW OepeMEHHOCTH
(4amie Bcero Iist 3TOr0 UCIMOJIB3YeTCsl OMOIICHS XOPUOHA, HO TEXHOJIO-
TUM MOTYT Pa3nyaThCs B 3aBUCHUMOCTH OT THIAa CKPHHHMHIA M CpOKa
oepemennoctn). Ilporenypa ITHJI ropasgo OGonee pacmpocTpaHeHa,
TpeOyeT MEHbIIe MEIUIIMHCKAX BMEIIATENbCTB U CTOHUT JEHICBIE TI0
cpaBHeHuto ¢ III'JI. Kpome Toro, oHa He HMCKJIIOYAET BO3MOXHOCTH
3a4aTusl €CTECTBEHHBIM MyTEeM M HE TpeOyeT 00s3aTEeNbHOTO MpPOXO0XK-
nenust uyepes npouenypy 9KO. Ho B ciryyae HeOIaronpusTHBIX Pe3yIib-
TATOB IMArHOCTUKH IUIO/IA Mapa CTAIKHUBAETCS C HEOOXOIUMOCTBIO TIPH-
HSTUS PELICHUS O COXPaHEHUHU WU MPEPHIBAHUHN OEpEMEHHOCTH.

Bo3MoxkHOCTH paHHEH TUAarHOCTHUKM TSKEIBIX HApYLIEHUH Y III0-
na (BKJII0Yast HECOBMECTUMBIE C KH3HBIO) YBEITHYHBAIOT BOZMOKHOCTD
KOHTPOJSA M CyOBEKTHBHOE OLIYIIEHHE BIUSHUS HA CBOIO KU3Hb, CHH-
KAIOT PUCKHU pacrana ceMbU (CIOKHOCTH, B TOM YHUCIIE TICUXOJIOTHUYe-
CKOT'O XapakTepa, CBA3aHHBIC C POXKICHUEM peOEHKa C HEU3ICYHUMbIM
3a00JICBaHUEM, KOTOpPBIC 3a4aCTYIO CTAaHOBSITCS NMPUYMHOW Pa3BOJa).
Ilo cratucruke, okono 27% nerei-uHBATUAOB MPOKUBAIOT B HETIOJIHBIX
cembsx [9]. Kpome Toro, okono 13% nereit ¢ MHBATUAHOCTHIO TIPOXKHU-
BalOT B COLMAJBHBIX YUPEXKICHHUX. Y XOTS HET MOJHOLIEHHBIX CTaTH-
CTHUUYECKUX JAHHBIX O TOM, CKOJIBKO OTKAa30B POCCHUHCKHX MaTeped OT
JeTell CBA3aHbl C BBIABISIEMBIMH y J€TE BPOXKAECHHBIMH aHOMAJIHSIMY,
MHOTHE HCCIEI0BATENN OTMEYAIOT B3aMOCBA3b MEXAY KOJINYECTBOM
POXKIIEHHBIX C HEM3JICYUMBIMU 3a00JICBAHUSIMU M CHHIIPOMaMU JAeTel 1
YPOBHEM COIIMAJIIBHOTO CUpOTCTBa. He MeHee medanbHBI JaHHBIE CO-

224



LUOJIOTUYECKUX U TICUXOJIOTHYECKUX HCCICAOBAaHUM W IJIsl Oecruion-
HBIX CeMeEH, OTCYTCTBHE AETe B KOTOPBIX SIBISETCS HE PE3YJIbTAaTOM
BbIOOpa CYNPYTOB, a CIIEACTBHEM HEBO3MOKHOCTH 3a4aTh M BHIHOCHUTH
3I0pOBOE MIOTOMCTBO: y TaKUX CEeMel KpailHe BBICOK PHCK pa3Boja,
COLIMANIbHON OTYYKIEHHOCTH, BOSHHKHOBEHHUS IUCQYHKIMOHAIBHBIX
B3aUMOOTHOIICHH BHYTpH napsl [10].

[TpunsTre peumenus: 06 abopTe ToXXe HE NAaeTCsl )KEHIIHMHAM JIETKO:
Mo JaHHBIM ucclienoBaHus, npoBeneHHoro B 2012 r., okomo 60%
KEHIIVH, BBIHYXJEHHBIX NPOWTH uepe3 MpOoLeAypy HCKYCCTBEHHOTO
npepbiBaHusl OEpEMEHHOCTH MO0 MEIUIIMHCKAM IOKa3aHMUSM Ha TO3.-
HUX cpokax (ot 19 mo 27 Henmens), IEMOHCTPUPYIOT CHMIITOMBI Hapy-
HICHHS aJanTalKd U TspKenoro crpecca (B 8% ciryyaeB BBISBISIFOTCS
CHUMITTOMBI OCTPOTO TIOCTTPAaBMAaTHUECKOTO CTPECCOBOI'O PACCTPONCTBA,
B 50,6% ciyuaeB y >KCHIIMH HaOIIONAIOTCS PacCTPOMCTBA aganTaluu
pa3HOro YpoBHs BeIpakeHHOCTH) [11].

YacTo >KeHIIMHBI 00paIaloTcs 3a TICUXOJIOTMYECKON MOMOIIBIO B
mpolecce MPUHATUS PELIEHHS WK TIOCNIe TOTro, KaK CTOIKHYJIUCH C T10-
CIICIICTBUSIMH YK€ CACNAaHHOTO BeIOOpa. [ obecrieueHus: KauecTBeH-
HOM MOIJICPKKU TaKHX KECHIIMH (WM Tap) Ba)KHO, YTOOBI TICHXOJIOT
UMeJ IOCTaTOYHO 3HAHWK O MPOLEeaype W BO3MOXHBIX Pe3ylibTaTrax
MOJO0HOM ITUArHOCTHKH, a TaKKe MOHUMAJ, C KAKUMH CIOKHOCTSIMH
CTaJIKUBAIOTCS CEMbH, BBIHYXICHHbBIC IPUHUMATH CTONb TPYIHBIE pe-
meHusi. Hepeako JOMOTHUTEIBHBIM CTPECCOBBIM (PaKTOPOM CTAHOBHUT-
csl TaBJICHHE Ha JKEHIIMHY CO CTOPOHBI Bpayel, C OHON CTOPOHBI, U CO
CTOpOHBI o0IecTBa — ¢ apyroii. Jlroboe pemenue (1 B moib3y coxpa-
HEHUSI OEPEMEHHOCTH, M B TIOJIb3Y €€ MPEPhIBaHUs) CBSI3aHO C TITy0o-
KAM Y9yBCTBOM BUHBI (B TOM YHCIIE — Iepe]] peOCHKOM, POXKICHHBIM C
TSDKEITBIMH HapYLICHUSIMH WIIM HEPOXKJCHHBIM), @ TaKKe C OLIYIICHHU-
€M COOCTBEHHOM HEMOJIHOLEHHOCTH, HECOCTOSTENbHOCTH KaK MaTepH.
JIOTIOTHUTEIBHBIMU OTATOMIAIONIMMHU (DAaKTOpaMH MOTYT CTaTh PENH-
THO3HOE WIIM HIEONOTHYECKOe MUPOBO33PEHUE KEHIIIUHBI U YICHOB
€e CeMbH, a TAKXKE COLHUAaIbHBIC CIOKHOCTH, COINPOBOXIAIOMINE TIO-
TEHLHAJIbHOE POXKICHNE peOeHKa ¢ TSDKENBIMU OTKJIOHEHHsIMU. B He-
KOTOPBIX pernoHax (Hampumep, B MOCKBE) CYyLIECTBYIOT CIYXOBI,
CHEUUATU3UPYIOIINECS Ha KOHCYIbTUPOBAHUHU JKCHIIHMH, CTOSIIMX Ha
MOpore NpephIBaHUSl OEPEMEHHOCTH B CBS3M C TSDKENBIMH Hapylle-
HUSIMH Y TJI04a. TeM He MeHee MOHMMaHue crieuuKu paboThl ¢ JaH-
HOW TeMOH Heo0XOAWMO M Uil KOHCYJIFTAaHTOB, Pa0OTAIOMINX BHE TO-
JNOOHBIX OpraHU3aLuil.
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HeBo3M0xXHO 000MTH BHUMAHHEM H COLIMAIBLHO-TICUXOJIOTHUYECKHAE
MOCTIEICTBUS POCTA YHCIIA U PACTIPOCTPAHESHHOCTH MEIUIIUHCKUX TEX-
HOJIOTH, HANIPaBJIICHHBIX Ha CHIDKEHHUE PHCKA POXKICHUS JIeTeH ¢ He-
M3JICYNMBIMH 3200JICBaHUAMH U CHHIpOMaMu. Ecimu jo momynsipuza-
UM YCIYT TI0O TCHETHYECKOMY TECTHPOBAHHIO POXKICHHE PEOCHKA C
OTKJIOHCHUSIMA BOCIIPHHUMAJIOCh KaK PUCK, TO celyac OHO TO3HIIHO-
HUPYETCsI KaK COOBITHE, KOTOPOE MOXKHO MPEIOTBPATUTH, €CIIU JIOCTa-
TOYHO OCO3HAHHO M OTBETCTBEHHO IOJIONTH K BOIIPOCY ILIAHUPOBAHUSL.
OTO yCHIIMBAET CTUTMATHU3AIUIO CEMEH, B KOTOPBIX €CTh JICTU C HEHU3-
JICYUMBIMH BPOXKICHHBIMHU 3200JICBAaHUSMHU, MTOBHIIIACT YPOBEHb POJIH-
TEIBCKOI0 YYBCTBA BUHBI, CO37AacT HMJUTIO3UIO BBHIOOpPA B CUTYaIUsAX,
TJIe €r0 Ha CaMoM Jielie He ObLIO WM BEIOOp OBUT OrpaHWYeH BapHaH-
TaMH, KaX]Iblli U3 KOTOPBIX HE yCTpauBal poxuteneii. UyBCTBO BUHBI,
CTBIJ 32 POXKJIeHHE OOMBFHOTO pedeHKa — U 0€3 TOro MOCTOSIHHBIE CITYT-
HUKH CeMell ¢ JIEThMU C OrpaHWYCHHBIMH BO3MOXKHOCTsMHU. Ceiiuac
JIABJICHUE CO CTOPOHBI OOIIECTBA HA TAKHE CEMbH MOCTENECHHO YCHUIIH-
BaeTCs, TaK KaK JICTH, CTPAJIAIONINE HEU3JICUUMBbIMU 3a00JICBaHUSMU, B
Halel KyJIbType — OJUH U3 CHIBHEUIINX TPUTTEPOB. JIt0 M CKIOHHEI
WCKaTh OOBSICHCHHWE HTOMY SBJICHHUIO B paMKax KOHIICHIIUU BEpPbI
B CIIPaBEUIUBBIN MHpP. UTOOBI CIPaBUTHCS C COOCTBEHHBIMH CTpaxaMu
¥ HETPUSATHBIMH YyBCTBAMH, BO3HHUKAIOIIMMHU TPU CTOJKHOBCHHUH C
STHUM TPUITEPOM, OKPYKAIOIINE CKIOHHBI HAXOAWTH TaKue OOBSICHE-
HUS TPOU3OMICAIIEMY, B COOTBETCTBUH C KOTOPBIMU poauTenu (Miu
JaKe caMy JIETH) TaK WM WHA4Ye BUHOBATHI B TOM, YTO MPOU3OIILIO.
HauGonee apxanyapiM 00BSICHEHUEM TIOSIBIICHHS Ha CBET JCTEH C TH-
KEIBIMHA TTOPOKAMH Pa3BUTHA MOXXKHO CUUTATh T€ WU WHBIC TCOPUU
MHUCTHYECKOr0 Xapaktepa (Harmpumep, MpeaArnoaokKeHne 0 TOM, 9To 00-
JIe3Hb peOCHKA — HaKa3aHUe 3a TPeXH poauTens). Bo BTopoit monoBuHe
XX B. HanOonee MOMYyISPHBEIM OOBSICHEHHEM BO3HHKHOBEHUS BPOXK-
JICHHBIX aHOMAJIUH, CTUTMAaTU3HPYIOUIMX CEMbH C OOJBHBIMH JIETHMHU,
CTaJM KOHILICMIINY, CBI3BIBAIOIIME TAHHBIC aHOMAJIHMH C 00pa30oM JKU3HU
poauTeneli, KOTOphle B HEKOTOPBIX CIy4asXx UMEIOT Hay9HOEe 000CHOBA-
HUE, HO TIOIYYaI0T CBOCOOPa3HYIO TPAKTOBKY B OBITOBOM CO3HAHUH.

B nocnennue gecsaTuiieTusl BEAETCS JOCTATOYHO MHOI'O Ka4eCTBEH-
HOW MPOCBETUTENBECKON PadOTHI IS CHUKCHUST YPOBHS CTUTMAaTH3aIUN
Y HETIPHUSTHUS JIeTeil ¢ TeMU WU WHBIMH BPOXJICHHBIME TTOPOKAMH, T0-
ATOMY MOXKHO OBLTO ObI 0KUIATh MAJCHUS YPOBHS COIUAILHOTO JaBIie-
HUsS Ha ceMbu. Ho ¢ momynsipu3anueil 1 pocToM JTOCTYITHOCTH TeHETH-
YECKUX HCCJIENOBAHUN MOSBUINCH M HOBBLIE KOHIEMIUA OOBHHEHHSA
poauTeneii, OCHOBaHHEIC HA TPEANONIOKEHUH, YTO OHH HEJAOCTATOYHO
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OCO3HaHHO MOJIONLIN K BOIPOCaM IUIAHHPOBAHUS, HE NMPETyCMOTPEIH
BO3MOKHOCTH POXKIEHHUS MOTEHIHAIBHO OOJIBHOTO peOeHKa, He Mpo-
BEIM BOBpPEMs HYXHbI€ CKPUHHHIOBBIE MCCIEAOBaHUS, HE NpEpBAIU
BOBpeMs OEpeMEHHOCTh, KOTOpasi MOTEHIINAIBFHO MOTJa Pa3pelnThCs
MOSABJICHUEM Ha CBET peOCHKa C OCOOCHHOCTSIMH Pa3BUTHA. Spkum
MPUMEPOM IMOJOOHBIX MPOLECCOB MOXKET CIY>KUTh HCCIIECAOBaHHE 00-
LIECTBEHHBIX HACTpoeHHH B JlaHWM, Tle paHHUH CKPHUHUHT, HAIlpaB-
JICHHBI Ha BBISBIICHHE CUHIpoMa JlayHa y SMOpHOHa, BXOIUT B CTaH-
JapTHBIM TMaker o0s3aTeNbHBIX MPOLEAYp BEACHUS OepeMEHHOCTH.
CokpallieHre KOIMYECTBA POXKIAIOLINXCA JE€Tell ¢ CHHAPOMOM KOC-
BEHHO BJIMSCT HA BOCTIPUSTHE 3TUX JETEH M UX ceMel 00IIecTBOM, TaKk
KaK MpeaIonaraeTcs, 4To BCe pOJUTENN MOIIIM IPEAOTBPATUTh UX PO-
YJIEHUE, HO TIOYEMY-TO HE CAETalld 3TOrO.

B nanHoli paboTe MBI UL OYEPTHIIN MPOOJIEMHBIH KpyTr BOIPO-
COB M 3aJay, BCTAIOLMX MEepe HAyYHOW M MPAKTHUYECKOM MCUXOI0ruei
B CBSI3M C HIMPOKUM paclpOCTPaHEHUEM TEX MM MHBIX TEXHOJOTHI
TEHETUYECKON AMAarHOCTUKH, COIPOBOKAAIOIINX MPOLIECC TIIAHUPOBa-
HUSl ceMbH. MaciuTaOHBIX HCCIIENOBaHUN, KOTOPbIE MOTJTH OBl B TOY-
HOCTH ONHCATh 3THUOJIOTUIO W Tpolecc GOPMUPOBAHHS MICUXOMATONO-
M ¥ HAapyHIIeHHWH KOMMYHUKAallUH B CEMbE BCJIEACTBUE PELIEHUS O
MPUMEHEHNH WM 00 OTKa3e OT MPUMEHEHHUs MOJOOHBIX TEXHOJIOTHUH,
Ha CETONHAIIHMH JeHb HeT. VX MOTEeHIHMaIbHOE MPOBEAECHUE MOXKET
OBITH CONPSHKEHO ¢ MHOTUMH 3THYECKHMHU PUCKAMH, HO KOJIJIEKTHBHBIN
ONBIT MPAKTUKYIOIIHX IICUXO0IOroB (0OCOOCHHO Cper TeX, KTO padoTaeT
B c(epe MpeHaTaIbHON U MIepUHATAIBHOM ICHXOTEpaIiy) MOKa3bIBacT,
YTO C pa3BUTHEM MEIUIMHCKUX TEXHOJIOTUI Mepe] ClIennuanucTaMu 1o
«TyIIEBHOMY 370POBBIO» BO3HUKAET MHOYKECTBO HOBBIX BBI30BOB. YK€
CerOAHsI Uil KOPPEKTHOW paldOThl MPAKTUKYIOIIUH TICHXOJOT, KOH-
CYIbTaHT WJIN TICUXOTEPANEeBT NOJKEH UMETh MPENCTABJIECHUE O CIe-
nuuKe BHYTPEHHUX NEPSKUBAHUNA POAUTENEH, BBIHYKACHHO MM IO
COOCTBEHHOH MHHLMATHBE MPOXOISIIMX Yepe3 MPOLeAyphl TeHeTHYe-
CKOW TMarHOCTHKH, O TOM, C KAKUMH COLMAJIbHBIMA 1 KOMMYHHUKATHB-
HBIMH CJIOXKHOCTSIMH OHH MOTYT CTaJIKMBAaThCs, O XapaKTepoJoruye-
CKHX OCOOCHHOCTSIX, KOTOpPBIE MOTYT CTaTh MPEIUKTOPOM >KEIaHUs
poautens npuOerHyTh K MOJOOHBIM yCIyraM. JTO MO3BOIUT pa3pado-
TaTh MeTonbl Hanbosee 3pPeKTUBHON MCUXOTOTHYECKON MMOMOIIHN Ta-
KHUM POITUTEIISIM.
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BoponnoBa Mapusi BiragumupoBHa — KaHIUAAT MEAULMHCKUX HAyYK,
Beaywuil Hay4yHblid coTpyaHuk OI'BY «HMUL] sunokpuHonorun» Munsapasa
Poccun; 3aBenyromast 1abopaTopueil MOJIEKYIIpHON SHIOKpUHOIOrnu MHCcTH-
TyTa pereneparuBHoi MequuuHsl PI'EOY BO MI'Y um. M.B. JlomoHoCOBa.

I'pedenmmkoBa Enena I'eoprueBna — nokrop ¢mrocodcknx Hayk, 3a-
MeCTHUTENb JUpeKTopa 1o HayaHoit pabore MTHUOH PAH; u.0. 3aBexyromiero
kadenpoit OnmodTMKM JedeOHoro (¢akynsrera PI'BOY BO PHUMY
nM. H.W. TTuporosa Munszapasa Poccun.

Houros Ausekcanap IOpbeBHMY — KaHAWIAT COLUOJOIMYECKHX HAYK,
CTapIIMi HAYYHBI COTPYAHUK OTJENa COLHUOJIOIMU U COLMAIBHON ICUXOJIO-
run UHWOH PAH; crapmmii mpenonaBaTens Kadeapsl OOIIEH COIMOIOTHA
HUY «Bsicimas mkoia S3KOHOMHUKH.

3axapoBa Mapusi BiiagumMupoBHa — KaHAWJAT IOPUANYECKUX HAYK, 3a-
Beqytomass HOLl cpaBuuTensHOro mpaBa MOCKOBCKOTO TOCYAapCTBEHHOIO
topunndeckoro yHusepcutera uM. O.E. Kyraduna (MI'TOA), aupexrop HOL]
1paBa 1 OMOITHKH B 00JaCTH T€HOMHBIX HCCIICJOBAHUI M PHUMEHEHUS T'eHe-
Tyeckux TexHojgoruit MI'FOA, unen-koppecnioHaeHT MexxayHapoJHol aka-
JIEMHUH CPaBHHUTEIBHOIO MpaBa, AOKTOp ImyOnuuHoro npasa (Ppanuws), npu-
rianieHHsli npodeccop YHuBepcurera ropoaa [lyatee (Opanims).
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3ydpman AnHa MBaHOBHA — KJIMHUYECKHMH IICHXOJIOT, MPENOAABATEINb
OTKpPBITOr0 MEJUKO-TICUXOJIOTMYECKOI0 YHUBEPCUTETA.

HN:xeBckasa Bepa JleoHnioBHa — TOKTOp MEAWLIUHCKUX HAayK, 3aMECTH-
TeNb JUpeKTopa no HayyHoi pabore ®I'BHY «Meanko-reHeTndeckuil Hayd-
HBII meHTp uM. akazemuka H.I1. BoukoBa»; mpencenarens Poccuiickoro o6-
LIECTBA MEIULIMHCKUX F€HETHKOB.

Kosn0ko010B AHTOH BUKTOPOBMY — KaHAMJAT MEOUIIMHCKUX HayK, Ha-
YaJlbHUK OTJENla OpraHu3aluM KOHTPOJs MEIULMHCKUX JkKcrepTtus Dene-
pasbHOM CITY>KOBI 110 HaJ30py B cdepe 3ApaBOOXpPaHEHHS; JOLEHT Kadeapsl
OpraHM3alny 3APaBOOXPAHEHMS U YIIPABJICHHS Ka4eCTBOM (paKyinbTeTa yInpas-
JICHWs B MEJULIMHE U 3APaBOOXPAHEHUH MHCTUTYTA OTPACIEBOrO MEHEIPKMEHTA
PAHXul C npu IIpe3unente Poccuiickoit denepanum.

Jlanmaea BanenTnHa BUKTOpPOBHA — TOKTOp IOPUINYECKUX HAYK, IN1aB-
HBII HAay4HBIM COTPYIHHUK CEeKTopa (miocopuu IpaBa, UCTOPHH M TEOPUHU
rocygapcrsa u npasa MHctutyTa rocynapcersa u nmpasa PAH.

MaJjienna Mapnna HukonaeBHa — JOKTOp IOpUAMYECKHX HAyK, IpoO-
(eccop MOCKOBCKOTO TOCYJapCTBEHHOTO OPHIMYECKOrO yHHBEPCHUTETA
um. O.E. Kyraduna (MI'TOA).

IMonosa Oanra BaagumupoBHa — JOKTOp (GMIOCO(CKUX HAYK, BEIy-
IIMH HAy4YHBII COTPYAHUK, PYKOBOJIUTENIb CEKTOPAa TyMAaHUTAPHBIX IKCIEPTU3
n 6nostnku Muctutyra dunocopun PAH, npodeccop xadenpsr ucropun u
¢urocopun nayku HOLL D PAH.

Tumenko [aBen ImutpueBny — 10KkTOp (hritocockux HayK, TIIaBHBIA
Hay4HBII COTPYIHHK CEKTOpa TyMaHHWTapHBIX KCIEepTU3 U Onoatuku MucTu-
tyra punocodpun PAH.

XoxiioB Anexcanap JleoHua0BHY — JOKTOp MEAWLUHCKUX HAyK, IPO-
(eccop, weH-koppecronneHT PAH; 3aBemyromuii xadenpoil KIMHAYIECKOH
¢dapmakonornn u 3TUKM npumeHenust yekapcrs FOHECKO ®I'BOY BO
«SIpocnaBckuil rocy1apCTBEHHBIN MEJULIMHCKUAN YHUBEpCUTET» MUHUCTEpCTBA
3npaBooxpaHenust Poccuiickoit @enepanuy; npeaceaarens CoBera M0 3THKE
npu MunuctepcTse 3npaBooxpanenus Poccuiickoit denepanum.

IleBuenko Cepreii FOppeBuY — xanuaaT puiocopcKkux Hayk, Hayd-
HBII COTPYAHUK CEKTOpa T'YMaHHWTapHBIX dKCIepTu3 u Onostnku MHcruryTa
¢unocopun PAH; crapmmii Hayunslii corpyanuk LlenTpa npasa u OMO3THKH
B c(epe TeHOMHBIX UCCIIEIOBaHUN U IPUMEHEHUS TEHETHYECKUX TEXHOJIOTHH
MockoBCKOro roCyIapCTBEHHOT O IOPUIUYECKOTO YHHUBEPCUTETA
um. O.E. Kyraduna (MI'TOA).
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