2020 ['Opr30HTEI ryMaHUTApHOTO 3HAHUS Ne 4

DOI: 10.17805/gg2.2020.4.3

buoconuanbHOCTh, reHeTU3ausA, OMOMIEHTHYHOCTD:
couuanbHo-puaocodeKuii BIrasa
O. B. llonosa
Hncmumym ¢hunocopuu PAH, 2. Mocksa,
B. B. Ilonos
Hayuonanwvuoiii uccnedosamenvckuti soepuuiii yrugepcumem « MUDH», 2. Mockea

B cmamve paccmompenwi coyuanvho-gunrocogckue npobiemvl pazeumus
Gernomenos buocoyuanrbHocmu, ceHemuzayuu u ououdenmuyrnocmu. Ilpooemon-
CMPUPOBAHO, YMO UX NPUCYMCMEUE 8 OUONOIUMUYECKOU NOBECTNKE — COBDEMEH-
Hblll aman pazeumus mexHouayku. Ilokaszan npoyecc hopmuposanus duocoyuany-
HBIX 2pynn u 0aHo obujee npedcmasiieHue 0 makux cmaousx pazsumusi buocoyua-
JU3ayUul, KaKk «KoJIIeKmugHoe 6CKUNaHuey» U «KoHeepeeHyus ycunutiy. Paccmompen
CUHOeMUYecKUuti no0xXo0 K npoobieme OUOCOYUANbHOCMU, VKA3bIBAIOWUL HA peJle-
B8aAHMHOCMb JleYeHUs 3A001e8aHULL C Y4emOoM COYUATbHOU KOMHNOHEHMb.

IIposeden punocoghckuii ananuz npobiem ceHemuzayuy U HeUOeHmu4HOCU.
Coenan 661600 0 mom, 4mo ceHemu3ayusi Hecem, ¢ OOHOU CHOPOHbI, CEPbe3HbllL
AmpoeeHublil dghghexm, a ¢ Opy2oti — nopoxcoaem Ho8wvlli NOPSAOOK COYUATLHBIX OM-
HOWleHUll U HOBble CNOCOObI KOOPOUHAYUU YIeHO8 00WecmBa U hoOpMUPO8anUsl KO-
JIEKMUBHBIX UOSHMUYHOCEN, a MakKice hopmupyem Ho8yro OUONOIUMULECK)TO NO-
8eCMKY, 8 PAMKAX KOMOPOU Y4UMbleaemcs 0cooas akmugHOCMb NAYUEHMO8, UX
CNOCOOHOCMb K CAMOOP2AHU3AYUY U OMCINAUBAHUIO CEOUX NPASB.
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The article deals with the socio-philosophical issues of the development of the
phenomena of biosociality, genetization and bioidentity. It is demonstrated that their
inclusion in the biopolitical agenda is the current stage in the development of tech-
noscience. The authors represent the process of formation of biosocial groups and
the outline of such developmental stages of biosocialization as “collective efferves-
cence” and “convergence of efforts”. The article considers the syndemic approach
to the problem of biosociality, which indicates the relevance of treatment of diseases
taking into account the social component.

The authors provide a philosophical analysis of the problems of genetization
and non-identity. It is concluded that genetization has, on the one hand, a serious
iatrogenic effect and, on the other hand, generates a new order of social relations
and new ways of coordination of members of the society and the formation of col-
lective identities, as well as a new biopolitical agenda, which takes into account a
special activity of patients, their ability to self-organize and defend their rights.

Keywords: biosociality, bioidentity,; biopolitics, genetization; ethics of genet-
ics, orphan diseases, medicalization, non-identity; rare diseases

BBEJIEHUE

Pa3Butre OMOTEXHOIOTHI CIIOCOOCTBOBAJIO CTPEMUTEIBLHON OMOCOIAIN3a-
1M1 COBPEMEHHOT0 0011ecTBa. Peub uyer o kapAnHaIbLHOM CABUTE B MPOLIECCE BOC-
MPUSATHS YEJIOBEKOM CaMOro ce0si, 0 HOBBIX (popMax caMOMOHUMAHMUS, MapKepaMu
KOTOPOTO CTAHOBSITCS MOHSTHS U3 00JIaCTU TeHETUKU. BIUsSHUIO TeHETUYECKOM pe-
BOJIIOLIMU TIOJIBEPIIach U COBpeMeHHas (puiiocodusi.

B coBpeMeHHBIN Te3aypyc Bce aKTUBHEE MPOHUKAIOT MOHATUS U3 OUOJI0THYE-
CKHMX HayK, IPUCTaBKa OMO- TaKXKe YK€ CTajla MPUBBIYHON JTAHHOCTHIO (hritocod-
CKOT'0 IMCKYpCUBHOTO 1oJist. ViccienoBanus OUOBIACTH ¥ OMOTIOIUTUKY TTOPOIUIIN
OTPOMHBIHN IUIACT TYMaHUTAPHBIX UCCIEOBAHUN W JIMHUN UHTEpHpeTauu. B nan-
HOM KOHTEKCTE I0JI€ UCCIEAOBaHMM, CBSI3aHHBIX C MPOOJIeMON OMOCOIMAIBHOCTH,
Ononoruyeckor (reHeTUYecKon) WACHTHYHOCTH, 3HAYUTENIbHO MeHbIe. Mexmy
TEM 3TU (EHOMEHBI CTAJIM HEOTHEMIIEMBIM IPU3HAKOM COBPEMEHHON OMOTIOJIUTHKH,
OpO’/1ast HOBbIE (POPMBI MPOCTPAHCTBA BKIIOYEHUS! M MCKIIIOUEHHS, OCHOBAaHHBIX
Ha yyeTe (PEeHOTUITUYECKUX U T€HETUYECKUX TPU3HAKOB.

buoconmanbHOCTh U OMOUACHTUYHOCTh — (PEHOMEHBI, OMKCHIBAIOIINE BaX-
HeHIme robanbHbIe W JOKAIbHBIC MPOIECChl Pa3BUTHS COBPEMEHHOW OMoMenn-
[IUHBI, KOTOPBIE OMPEACIIAIOT MHTEPECHI BCE OOJBIIETO YKCa JIF0IeH, pacCMaTpUBa-
IOIUX COOCTBEHHYIO KU3Hb CKBO3b MMOHATUHHO-KAaTErOprUaIbHyI0 CETKY COBPEMEH-
HOM T€HETHKH U CIIOKHUBIITNXCSI TI0]T BO3JCHCTBUEM PA3BUTHSI COBPEMEHHBIX OMOTEX-
HOJIOTUH MPAKTUK.

KoHnenT «6roconuanbHOCThY MPUOOPET 0COO0YIO MOMYJISIPHOCTh B TOCIE/-
Hee necarunetue. Ero nmossnenne cBss3piBatoT ¢ umeHeM 1. Pabunoy, npencka3as-
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MM TIOSIBJICHUE HOBBIX (DOPM KOJIJIEKTUBHBIX HJEHTUYHOCTEH (OMOMIECHTUYHO-
cTeil) U cTpatuduKaIuy 00IIECTBa HA OCHOBAHUH OMOJIOTHYECKUX (TCHETHYSCKUX )
nokasareneir (Rabinow, 1992). buocornuanbHOCTh TECHO CBsi3aHA C TEHJCHIIMEH
OomoMeauKanu3anuu oomectBa. UeMm Oonbllle UMeEETCS CBEJICHUNM O TOM, KaKOe BIIU-
SIHUE OKa3bIBAIOT T'€HBI HA 3/I0POBbE YEIIOBEKA, TPACKTOPHH €0 )KU3HU U ITOBEJICHHUE,
TeM 0oJiee MPUBJIEKATEIHLHO MCIOJIB30BaTh PE3yJIbTaThl OMOMETUITMHCKIX OTKPHI-
THH B COIMMAIBHOM cdepe.

Bo3moxkHOCTE 00pab0TKH OOIBIIMX TAaHHBIX MO3BOJSIET OCYIIECTBIATH Mac-
mTaOHbIE TPOSKTHI B 00JIACTH 3paBOOXpaHEHUs (HApUMEp, MePCOHATN3UPOBAH-
HYIO MEUIINHY) U BBISIBIISITH CBSI3H M@Ky TEHETHICCKUMU IPODIIAMH U TII00aITh-
HbIMU COLIMOPKOHOMHYECKUMH TMOKA3aTeNsAMU, UACHTU(DUIIMPOBATH KOHKPETHbIC
00JIE3HM KaK XapaKTepHbIE TOW WM MHOU JIOKaIbHOM rpyme. Takue COBpeMEHHbIE
MPOEKTHI, KaK OMOOAHKH, YK€ HEBO3MOXHO paccMaTpUBaTh B OTPHIBE OT TEXHO-
HayKH{ U COLIMOTYMAHUTApHOU pedIeKCUU 0 TeHeTU3aluu 001ecTsa u popMupoBa-
HUU HOBBIX (hOpM OHOMJIEHTUYHOCTH.

['eneTn3anus OKa3bIBaET, C OAHON CTOPOHBI, CEPbE3HBIN ATPOTreHHBIN AP DEKT,
a, C IPyroil — MOpOXkKAaeT HOBBIN MOPSIIOK OOIIECTBEHHBIX OTHOIIEHUN U HOBBIC
CIOCOOBl KOOPAUHAIIMU KU3HU COLIMYMa U 00pa30BaHUs KOJIJIEKTUBHBIX HICHTHY-
HOCTEH, a TaK)K€ HOBYIO OUOTOIMTHYECKYIO MOBECTKY, B paAMKax KOTOPOH YUUTHIBA-
eTcst 0co0asi aKTUBHOCTD MAlIMEHTOB, UX CIOCOOHOCTh K CaMOOpraHU3aIluu U OTCTa-
MBAaHUIO CBOMX TpaB. Tak, mamueHThl ¢ ophaHHBIMU 3a00JIEBaHUSIMH CO3AI0T JIO-
KYChbl OMOCOLMAIBHOCTH (OHJIAHH-COO0IIEeCTBA, TPYIIIBI MOIAEPK KU, (DOHJIBI, BO-
JIOHTEPCKUE OpraHu3aIliu) C IeIbi0 o0ecriedeHus: COOCTBEHHBIX MPaB Ha OXpaHy
3I0pPOBbsSI B YCJIOBHUSIX HEJOCTaTKa OOIIECTBEHHBIX PECYpPCOB JJIsi OOeCreUYeHUs
HYKJT 37IpaBOOXPAHCHHUS.

Kaxk mpoucxoaut dhopmupoBaHrue HOBOTo OrocolraibHOr0 coodiecTa? He-
MaJIOBaYKHYIO POJIb 3/I€Ch UTPAET SMOIIMOHAIbHASI BOBJICYEHHOCTD MAIIMEHTOB JTM00
YJICHOB UX CeMe, Halm4ue o0IMX pa3aessieMbIX IIEHHOCTEH U 0011el 3auHTepeco-
BAaHHOCTH B JIOCTH>KEHHH OMpEJIETICHHBIX IIeJiel, HampuMep, mojydyeHue (puHaHCU-
pPOBaHMs OT TOCYAapCTBa HA MOKYIKY JIEKAPCTBEHHBIX CPEACTB WJIU MOUCK CITIOHCO-
POB JUIsl CO37aHusl OHJIAMH-TIIATGOPM MO OOMEHY MAIMEHTCKUM OMNBITOM HIIU K€
pUBJICUCHUE UCCIenoBaTeNel Wi GapMKOMITAHUN B IEJISIX TPOBEICHUSI KIIMHUYe-
CKUX UCCJIEIOBAaHUN U pa3pabOTKH JIEKAPCTBEHHBIX MPEMapaToB.

Kaxk mpoucxoaut npoiiecc Onoconuanuzanim?

Ha nepBoii cTagun o4eHb BaKHBIM CTAHOBUTCSI AMOLIMOHAIBHBIA HaKal. ITO
CTaausl «KOJUIEKTUBHOTO BCKUITAHMS), XapaKTepHas IJIs Pa3IMYHbIX (HEHOMEHOB,
CBSA3aHHBIX C OOBEIMHEHHEM JIIOJIeH, W MpoaHAIM3UpoBaHHAs eme B 1912 r.
3. {ropKreiiMoM JJisl ONUCAHUS BbI3bIBAHUSL B3aUMHO Pa3esieMbIX SMOIMN U He-
OOBIYHOTO COCTOSIHUSI OOIIEro BO30YXKIEHHUS C HUCKIIOYUTEIBHO CHUIBHBIMH UYB-
ctBamu. JlropkreilM yTBepiKaaj, 4YTO, KOTAa JIOJIM BBIPAKAIOT IMMOXO0XXHE BHJbI
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OMOIIMI, OHM CTAaHOBATCA OOJiee CUIBHBIMH U TIEPEPACTAIOT B KOJUICKTHBHYIO
crpacth (cM.: Dimond, Bartlett, Lewis, 2015).

HecMoTpst Ha TO, 4TO cooOIIecTBa 00BETUHSIOT HHAUBHUIOB € 001IeH OHoIIOo-
TUEH, TO, YTO UX OOBEAMHSET, HE OMOJIOTHYECKOe, a coluanbHoe. KonekTuBHoe
BBIPKEHUE IMOIIHM, HAIPUMEDP, HA OPTAHU3YEMbIX MAIlMEHTaAMHU WU UX Tpe/IcTa-
BUTEIISIMU KOH(EPEeHIIUSIX TPUBOAUT K (POPMUPOBAHUIO YCTOWUUBBIX COIMATBHBIX
cBs3eii (ibid.).

Ha crnenmyromedi ctaguu mocieoBaTeIbHO MPOBOIUTCS B JKW3HBb MPUHIIHIT
KOHBepreHuuu ycminii. OH paboTaeT Ha pa3HbIX YPOBHIX OOIIECTBEHHOW >KU3HU,
OKa3bIBasi BIUSHUC U Ha (OPMHUPOBAHNUE HAYYHOTO 3HAHUS,  HA MPOIECC PACIIPO-
CTpaHCHHS KIMHHUYECKUX JaHHBIX 00 ophaHHBIX 3a00JICBaHUSIX, U HA KOHKPETHBIE
TOJINTUYECKUE TIIaTH 10 3aIUTE TIPAB MAIMEeHTOB. J|aHHBIN PUHITATI TAKKE BO3ICH-
CTBYET Ha MPOIIECC MOTYyUYCHHUSI HAYYHOTO 3HAHUS O PEIKHX HO30JIO0THsX. Peub nmer
0 TPAKIAHCKOW HayKe — yYaCTHH B KIIMHMYECKUX UCCIEAOBAHUIX, 3aKa3€ OMpe/Ie-
JICHHBIX UCCIIEOBAHUH IPyIIIaMy OOTBHBIX U MIX TIPEICTABUTEIISIMHU C XapaKTCPHBIM
JUTSL ATOTO TIPOIIEcCa MOUCKOM CIIOHCOPOB, T. €. 0 (OPMHUPOBAHUHM HAYYHOH TIO-
BECTKH HE TOJIBKO YUYEHBIMH, HO TIPEK/IC BCETO MAIIMCHTCKUMHU OPTaHU3aIUsIMHU.

buorpadudeckuii onbIT oppaHHBIX MAIIMEHTOB Pa3HBIX CTPAaH MUPA OTPaKaeT
(EeHOMEH CIUIETeHHs MPOIECCOB OOBEKTUBAIMU TAlMEHTa (OCYIIECTBIISIONICIHCS
oCpeICTBOM (POPMUPOBAHUS HAYIHON KapTHHBI 3a00JI€BaHNS, H3MEHSFOIICHCSI TI0T
BO3/ICHCTBHEM OOBEKTUBHBIX JJAHHBIX O HEM) M INYHOW UCTOPHH MPOKUBAHUS ITHX
JAHHBIX, HHIUBUyJIbHON ajanTalliy K MOJydeHHON nHpopMaru o 00Ie3HH, 3a-
JAIOMIEH MepCOHABHBIN SK3UCTEHITNATBHBIN CMBICI TEHETHICCKU 00YCIIOBICHHOMY
TUarfo3y. TelecHOCTh MalueHTa ¢ TEM WM HHBIM Op(QaHHBIM 3a00JIEBaHUEM, TTO/-
BEPraroIiascs Ha MPOTSHKCHUHM BCEH CBOEH JKM3HW OMOMEIUIIMHCKUM MaHHITYJISI-
UM M HEMPEPHIBHOMY TEXHOJIOTMYECKOMY BO3JCHCTBHIO, MOXKET paccMaTpH-
BaThCs B KaueCTBE THOPUIHON (DOPMBI, TJIe CIUIETaeTCS OpraHruKa, 3HAaHUE, TEXHO-
JIOTUU ¥ 3K3UCTEHIIMAIbHBIN OMBIT NEPCOHATBLHON UCTOPUU OOJIE3HHU.

HemanoBaxHyt0 poJib B BHICTpaUBaHWM KOHKPETHOM OHOrpaguueckoit Tpaek-
TOPUM UTPAIOT CEMbSl U OOLIECTBEHHBIE OPraHu3alii, OT KOTOPBIX UCXOAUT PHUH-
[T KOHBEPTEeHIIMM yCWIIUNA. B 3TOM CBs3M 0COOEHHOE 3HAYEHUE NMPUOOPETAET TaK
Ha3bIBa€MbIN CHHAECMUYECKHUH IMOIX0/1 K TpobiieMe OnoconuanbHOCTH (Singer et al.,
2017).

CHUHJIEeMUKOM Ha3bIBAIOT COBOKYMHOCTH JBYX WJIM OoJiee 3a00JI€BaHUN WU
JIPYTuX OMOJOTUYECKU OIMACHBIX cocTosiHuii. Hanbosee yacTo oHU MpOSIBIISIOTCS B
yCIIOBUSIX HEPABEHCTBA 3/ipaBooXxpaneHus (health inequality) (6emHOCTH, CTUTMATH-
3auu U T. 1.). [loaroMy Hacenenue, 61arogapst TaAKUM B3aUMOJIEUCTBUSIM, UCTIBIThI-
BaeT JOIMOJIHUTENbHBIE TPYAHOCTH MIpH JieueHUu. Kiaccuieckuit mpumep CUHIEMU-
YECKOTO MOAX0Aa B 00JACTH 3PaBOOXPAHEHUS — ATO Y4ET B IIparMaTuke Meau-
IIMHCKUX JIEWCTBUH DSBOJIIOIMM TOTO WM HWHOTO 3aboneBanus. Hampumep,
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pacnpoctpanenuto BUY gacto comyTcTByeT pazButue tyoepkynesa. [Ipu 6ome3nu
[TapkrHCOHAa MHOTME MAUMEHTHl CTPANAOT OT W3JIUIIHEW JHEBHOM COHJIMBOCTH.
CrnenoBarenbHO, JOMOJHUTEIbHBIE YCHIIMS 3APABOOXPAHEHUS U MaTepualibHbIC
CpeICTBa JOJDKHBI OBITH HANIPABIIEHBI HA PEIICHNE HE TOJIHLKO OCHOBHOMW MPOOJIEMBI,
HO W CBSI3aHHBIX C HEIO COIMYTCTBYIOMUX MpoOsieM. [1o aHanoruu B OTHOIIEHUHN Op-
danHbIX 3200J€BaHMN 3a4acTyl0 HAONIOJACTCS CUTyamwus, KOrjaa 3a0oJieBaHUE
(HampuMep, MyKOBHCITHI03) COTIPOBOXKIAETCS pa3BUTHEM aenpeccuu. Kpome HeoO-
XOJIMMBIX KYpPCOB aHTHOAKTEPUATHHOU Teparmuu OOJTBLHBIM TPEOyeTCs ICUXO0JI0THYe-
CKasi WM NICUXUATPUYECKAsI TOMOIIIb.

OpHako B KOHTEKCTE CHHAEMHUYECKOTO MOJAX0/a I1eJIeCO00pa3Ho JeUnTh He
TOJILKO 3a00JIEBAaHHWE WM COMYTCTBYIOIIME €My HEraTUBHBIE COCTOSIHUSI U IPO-
0J1eMBI, 3/1ECH B 1IEJIOM Ba)KHA COLIMAJIbHASI COCTABIIAIOIIAs TPOOIeMbI 310pOBbs. Jle-
yeHue 3a00J1€BaHUI ¢ yUETOM COIMAIbHOM KOMIIOHEHTHI SIBJISIETCSI HEOThEMIIEMOU
4acThIO MepcHeKTUBbl cuHAeMUKoB. HeobxoaumocTs euenns BUY conpspkena c
00pb0OI ¢ OETHOCTHIO, ATO KACACTCSI U MHOTHUX JIPYTHX 3a00JICBaHUI, B TOM YUCTIE
penkux. bonbHOM, cTpagaromuil HeyroM, UMeeT OOJIbIIKE IIAHCHl HA BRIKMBAHUE
U JIy4Iliee KaueCTBO KU3HU, TOCTYI K HEOOXOUMBIM JIEKAPCTBAM TP PEIICHUHN Ma-
TepuaabHOM poOeMsbl. [1o aHaoruu pemeHne 3K0JI0rHYecKuX MpoodIieM Uiy mpo-
CBETUTEJILCTBO MOXKET OKa3aTh BIUSHUE Ha CH)KEHUE YaCTOTHI TOTO MJIM MHOTO 3a-
0oJieBaHUs U Ha cO3JaHue OJlaronpusTHOro poHa (cpenbl) s yxe 3a001eBIIHX.

[IpoOnema CHHIEMHUKOB MOXKET MOBIUATH HA MOJUTUKY B 00JIACTH 3/IpaBO-
oxpaHeHus, HOKycHupys BHUMAaHHE Ha TOM, KaK COIIMAIIbHBIE, YJKOHOMHYECKHUE U IKO-
Jorudeckre (GakTopbl OKA3bIBAIOT BIUSHUE HA WCCIEAOBAHUS 3JI0POBBS MPU YCIIO-
BUU, YTO ATH (PAKTOPHI HE OTIETSIOTCS B MPOIECCE aHAIM3a BO3HUKIIIETO 3a00J1eBa-
Hus (ibid.). B 1ieom maHHBIN 1TOX0/1 COOTBETCTBYET ONPEICICHHIO 3]I0POBbS, IPH-
Haromy BO3, B paMkax KOTOpOro MOJYEPKUBAETCS, YTO 310POBbEM SIBIISIETCS CO-
CTOSIHHE TOJTHOTO (DPM3UYECKOT0, TYIIEBHOTO U COIMAIBHOTO OJaronoy4us, a He
TOJIBKO OTCYTCTBHE 0O0JIC3HEH M (PU3HIECKUX Te(DEKTOB.

I'EHETHU3ALUA U [IPOBJIEMA HEWJIEHTUYHOCTH
HNHTeHCcHBHOE pa3sBUTHE TEHICHUMH I'€HETU3AlUH, XapaKTEPHOU YEpPTOU KO-
TOpOHM CTajo YTBEPXKJICHHE BJIACTH TEHETHKHM BO MHOTHX c(epax deroBeuecKou
xu3an (Lippman, 1992), aktyanusupyer Bomnpoc o ee rpaHuiax. Kak coxpaHutb
WHUBUTYyAIbHYI0 CBOOOY B KOHTEKCTE Pa3BETBIISIONIMXCS M BCEOXBATHIBAIOIINX
TEHACHIIMNA NeHEeTUUECKON Meankann3anun? Kak J0JDKEeH OTCTOATH ce0s YeloBEK
nepe; OMOTEXHOJIOrMYECKOM IKCIAaHCHUEH, MOCATaloIe Ha MPOHUKHOBEHUE B Ca-
MbI€ UTHTUMHBIE 00JIACTH YEJI0BEUYECKOTO CYIIIECTBOBAHMS, B YACTHOCTH, OKA3bIBAIO-
X BAUSHUE Ha HOpPMHUpPOBaHKE AeMOTPadUISCKON MOTUTHKH B IIEJIOM U KOHKPET-

HbIE PEIICHUS B YACTHOM KU3HU, HAIPUMEP, B PENIPOAYKTUBHOU cepe.
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B oT10ii cBsI3M 3aciy’KMBalOT BHUMAHUS JIMCKYCCHUM, PA3BOPAYMBAIOIINECS B
¢unocodckoM TUCKypce MOJ OOIMIMM 30HTHYHBIM TEPMUHOM HEUJACHTUYHOCTH.
JIuckypc 0 HEMJEHTUYHOCTHU, CIOXKHBIIHUICS B COBpeMeHHOU (unmocoduu Omaro-
napst Tpyaam Jl. [Tapdwura, JI. bynuna, I'. KaBku u npyrux ucciemnoBaresnei, 3aTpa-
TUBAET MPOOJIEMbI, 3HAYUMbIE B CBOEM ITPUKJIATHOM IpUMEHEHUH. Peub uiet o Tom,
BCSIKAs JIM )KU3Hb CTOUT TOTO, YTOOBI )KUTh? Kakoe KauecTBO KU3HU JIETIAET €€ CTO-
smeld ee mpokuBaHUs? Kakylo OTBETCTBEHHOCTh JOJIKHBI HECTH MOpPaIbHBIC
areHThl 3a >KU3Hb JPYroro CyIIECTBAa, yTPATUBIIETO KaueCTBO XXU3HU, KOTOPOE
MOTJI0 OBI cCunTaThCs premiieMbiM? ECTh i HopMa Takoro kadectBa xxu3Hu? M kto
SIBJISICTCSI TBOPIIOM 3TOW HOpMBI? [lpuumHSET i poauTens Bped peOeHKY, eciu
ObuTa TIpenocTaBieHa HHPOPMAIU O HATMYUH MATOJOTUN y TUIOJAa UM O PUCKaX
pa3BUTHUS TaKHX MATOJIOTHH Mocie poxaeHua? HaHocuT a1 oH Bpen, eciu He cre-
AyeT MpeanuCaHHbIM MEAUIIMHCKIM PEKOMEHAANNAM 0 MPEJOTBPAIICHUIO MaTo-
JIOTUYECKUX COCTOSIHUM y Oyayiiero peoeHka?

[IpoGiemMa HEMACHTUYHOCTH MOJHUMAET BOIPOC O TEHETHUYECKHUX MPEIIo-
CBUIKAaX aKTa pOXACHUS, C OHOM CTOPOHBI, 00 0CO00i Cpelie pOKIECHUS, YHUKAIIb-
HOM /17151 K&KI0TO MHANBHU/IA, C APYTOil, a TAKXKE O HEMOBTOPUMON TEMITOPATHLHOCTH,
B KOTOPOM TOJIBKO U MOT POAUTHCS JaHHBIN UHAMBHUA. CMEHA 3TUX OCHOBOIIOJAra-
fomuX (paKTOpoB MPUBOANUT K POXKIACHUIO WHAMBUIA, HE UACHTUYHOTO JAaHHOMY,
MyCTh 1 00JIaatonIeMy YIy4IIeHHBIM Ka4eCTBOM JKU3HH, TNOO HE 00JIaJat0IIeM Cy-
niectBoBaHueM ((akToMm poxaeHus ). Uto mydilne — HECOBEPLUIEHHOE CYIECTBOBA-
HUe (HaMoJHEHHOE MTPoOJIeMaMu CO 3JJ0POBhEM) UJIH HEe-CYIIEeCTBOBaHKUE BOOOIIE?

J. Ilapdut noguepkuBaeT, 4To KEHIIMHA, KOTOpas 3aJ1aeT BOIIPOC O TOM, KEM
Obl OHa OBbLIa, €I Obl €€ «POJIUTENN BCTYNUIN B Opak ¢ APYTUMHU JIFOJIbMUY, UTHO-
pupyer otBeT — «Hukem» (Parfit, 1987: 351; 3aecy u nanee mep. Haml. — asm.).
Jlpyrue ycioBusl CyIIeCTBOBAaHHUS CITIOCOOCTBYIOT POXKIEHHUIO TPYTHUX WHIUBHUIOB,
HE UJICHTUYHBIX MMOSBUBIIUMCS Ha CBET 37eCh U ceityac. [lapdut ocoObiM o6pazom
poOIeMaTU3UPOBaA KOHLIETIT «BPEMEHH U MaHEPhl 3a4aThs», YTOObI TOKA3aTh, YTO
JMYHOCTHAS UJIEHTUYHOCTH IIPU BCEW €€ M3MEHYMBOCTH BO BPEMEHHU OIMUPAETCS Ha
HeKHre 0a30Bble KOHCTAHThI, K3MEHEHHE KOTOPBIX MPUBOJUT K POXKICHHUIO COBEP-
HIEHHO JAPYTOro MHAMBHUIA WM HE-POXKIEHUIO KaK TAKOBOMY, K pa3pyIlICHUIO pa3-
JIMYHBIX TUIOB JIOJEH, ONMpeesieMbIX BapUallUsIMU UCTOPUUYECKHUX YCIIOBHM, 11e-
MOYKaMU COOBITHI, TCHETHUECKUMU MPEIPACTION0KEHHOCTIMU, CEMEHHON MHUKPO-
Cpelloil, ypOBHEM MEAMIIMHBI, TEXHOJIOTMUYECKUM YKIIAJIOM U T. A. U T. . Mccneno-
BaTeJIb CIIPaBEIMBO 331a€T CIASAYIOIINA BOTPOC: «...MHOTHE U3 HAC MOTJIU OBl J1€Hi-
CTBUTEJIBLHO YTBEPKIaTh: “‘Jlaxke ecnu Obl KeJie3HbIE JOPOTH U aBTOMOOMIIN HUKO-
r71a He ObUTH H300peTeHbl, 51 ObI Bce paBHO poauics?”y (ibid.: 361). Oxaun u3 Haubo-
jee 00CykIaeMbIX CIy4aeB MOCTAHOBKH MPOOIEMbl HEMICHTUYHOCTH CBSA3aH C 00-
CYKICHHEM BOIIPOCca 00 yCIOBUSAX, B KOTOPBIX POXKAAECTCA TOT WIM MHOUH PEOCHOK.
OHU MOTYT HE COOTBETCTBOBATh COIMAIBHBIM OXKUJAHUAM, a CaMU POJHUTEIN
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[OJIBEPraThecs COLUaIbHOMY ocTpaku3my. Hanpumep, peus unget o 6epemenHoit 14-
JeTHEN JIeBYIIIKe, KOTOPas 1aeT CyIIECTBOBaHUE CBOEMY PeOEHKY, HO MPU 3TOM HE
crocoOHa JaTh (KaK 3TO YTBEPKIAET €€ OKPYKEHHE) HEOOXOIUMBIE COIHAIbHBIC
YCIIOBHUS €r0 CYIIECTBOBAaHUS, TO Ka4eCTBO JKU3HM, KOTOpOE OyJeT IMpHUeMIIEMbIM
JUISL €T0 POCTA U PAa3BUTHA, T. €. JAET EMY «ILJIOXOM CTapT B )KU3HW». Ha MOpanbHbIX
BECax B 3TOM CJIy4ae OKa3bIBAIOTCS Pa3IMYHbIE, 324aCTY0 HECOBMECTUMBIE LIECHHO-
CTH: IEHHOCTh CYIIECTBOBAHMS KAK TAKOBOI'O M LIEHHOCTh CYILIECTBOBAHMSI, HAMOJI-
HEHHOT'O ONPEIEICHHBIM KaueCTBOM, 3aJaHHOTO IMapamMeTpaMu, OJOOPEHHBIMHU B
IJ1a3ax COLIMYMa U yCTaHOBKAaMH, CBSI3AHHBIMHU C IIPEICTABICHUEM O Oy IyILIEM 3TOrO
pebenka. [Tocnennue, kKak mpaBuiIo, MOAPA3yMEBAIOT HEOOXOAUMOCTh HATUYHUS 00-
pa3oBaHus U Ipodeccuu y poauTeiel, ux (pMHaAHCOBOW HE3aBUCUMOCTH, T. €. OIIpe-
JICJICHHBIX MOPAJIbHBIX YCIIOBUM, HAMOJHSIOIINX aKT CyIIECTBOBAaHUS HEKUM Kaye-
CTBOM.

OnHako B TaHHBIA PALIMOHAIBHBIN PACKIIA] COUUAIBHBIX OKUIAHUNA BTOPra-
eTcsl KaTeropusi TeMnopainbHOCcTH. CyObeKT, pOKJIEHHBIN B IPYTUX yCIOBHIX (00-
jee OJaronpusITHBIX JIJIsl HETO C TOYKU 3PEHUSI COLMyMa UJIU J1aXKe CaMHUX POAUTe-
Jeil), OyieT OTHO3HAYHO JPYTUM CyOBEKTOM, JUIIEHHBIM YHUKAJIbHOCTH IEPBOrO
(4TO, KOHEYHO K€, HE OTMEHSIET ero COOCTBEHHYI0 yHUKanbHOCTH). . [lapdur B
CBOMX PAaCCYKIEHUSX aNeJUIMpyeT K OMOJOTMYECKUM KaTeropusM: sSIHIeKIIeTKa, KO-
TOpyIo OyJIeT UMeTh 3Ta JieBouka uepe3 10 net, Oyaer Apyroit SlIekIeTKOM, MpUro-
TOBJICHHOM JJISI POKJICHUSI COBEPIIIEHHOTO Apyroro pedenka. JInbo e 3Toi siiiie-
KJIETKH MOXET He OBITh BOBCE (HANpUMeEp, IO COCTOSTHUIO 3JI0POBbSI).

W naxe eciu UMeTh B BUJY HOBYIO OMOTEXHOJIOTMYECKYIO PEaJIbHOCTh C Xa-
PAKTEPHOM ISl HEE MIUPOKO PACIPOCTPAHEHHOW MPAKTUKOW KPUOKOHCEpPBALIUU Ia-
MET WJIM YeJIOBEYECKHX dMOPHOHOB, OKA3bIBAETCS, YTO CYOBEKTa U €r0 UACHTHY-
HOCTh B OYKB&JIbHOM M METa(hOPHUUECKOM CMBICIIAX CJIOBA «3aMOPO3UTHY HENb3S.
N3menenue crnocoba 3avatvs (Hampumep, MCIOJIb30BaHUE SKCTPAKOPIOPATHLHOTO
OILTOIOTBOPEHMS) CIIOCOOCTBYET POKACHUIO HEMJACHTHYHOTO peOeHKa. Jleso B ToMm,
4YTO peOCHOK HE OMPEIETSAETCS TOIbKO CBOEH MeHETHUECKON MACHTUYHOCTBIO, HO U
BCEMU YCJIOBUSIMHM, C KOTOPBIMU OH MMEET JEJI0 KaK MHIAUBHJI C MOMEHTA CBOETO
3auarus. [Ipu 3TOM MOKHO ake HE YIOMHUHATh PO MOSBIIAIOIIMECS TaHHBIE O Ia-
TOJOTUAX Yy AeTeH, 3a4aThiX ¢ nomoipio DKO, uinn, no HEKOTOPBIM CBEICHUSM,
HAJIMYUU Y HUX OOJIbIIEeH CKJIOHHOCTH K MYyTallMsIM T€HeTHUeCcKoro anmnapara. Peup
HE 00 ITUX CYXJIECHMSIX, HE MMEIOIIUX MOJi cO00N OJHO3HAYHOM JT0Ka3aTebHOU
0a3bl, a 0 TOM, YTO TeHETHYECKasi UACHTUYHOCTD CIIJIETACTCS B y3€l C YCIOBHUSIMU U
COI[MAJIbHBIMUA YCTAHOBKAMU U CMBICIAMH, JAIOIIMMU B COBOKYITHOCTH CTapT pas-
BUTHIO MHJIMBUA WIN OCYLIECTBIISIIOIIMMH CTUTMAaTU3ALNIO WHIUBUA.

B 371011 cBsI3M OIleHKa OJTHOW U TOM K€ HO30JIOTHH OYJIeT CYIIeCTBEHHBIM 00-
pa3zoM otnuyarscs. Tak, cuHaApoM JlayHa MOKHO ONMCBIBATHh UCKIIFOYUTEIBHO B Me-
JUIUHCKUX KaTeropusiX, Ha OCHOBE KOTOPBIX MOTYT JENAThCS PEKOMEHAALIMH O
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npepbiBaHun 6epeMeHHOCTH. Ho TOUHO Takke B IPyrol COIUaIbHON ONTHKE JIaH-
HBIM TMarHO3 MOKET OBITh MIPEICTABIICH KaK WHANBUIyalIbHAass 0COOCHHOCTh pa3BU-
THS, KOTOPYIO HE OYIyT OLIEHUBATH C TOUKHU 3PEHHS HEJJOCTATOYHOW CTENIEHU Kaue-
CTBa KU3HMU.

CKBO3b COIMANIbHBIE ONMCAHUS HO30JIOTHH BCET/Ia MPOTJIISIBIBAET CBOSOOpa3-
HBIM «JIMK» BEYHOCTH, TIPETIOTHECEHHBII COBPEMEHHOMY YEJIOBEKY B 00pa3e reHe-
THYeCKOro koja. OH MpenogHOCUTCS KaK OCHOBaHUE €ro MICHTUYHOCTU, HEKas
YCTOMYUBOCTH €T0 OBITHS, HE 3aBHUCSINAs OT TpaHCHOPMAIHA COTTMaIBHOTO Mupa. U
KaKuM ObI 4eJIOBEK HU ObLI, OTPaxkasch BO B3IJISIAC IPYTOro TO B POJIA OOBIYHOTO
YYE€HHKA, TO B 00pa3e yCHEeNHOro0 KapbepucTa, MEIUIINHA TTIOCTOSIHHO OyAeT CTa-
KHUBaTh €ro C TeHETUYECKUM, HH(OPMAIIMOHHBIM 00pa3oM caMocTH. OH U cMepTeH
u O0eccmepTeH. Ero MOXXHO 3ampocTo CTEpeTh WIM 3amucaTh Ha JIHCK, MEepeaaTh
MOTOMCTBY, W3MEHUTH, MOAKOPPEKTUPOBATH, YIYUIIHWTh, YBEKOBEUUTH, NPEIAAThH
OTJIACKE WJIM OCYJUTH 33 HECOBEPIIEHCTBO.

Oco60€e MecTo B JUCKYpPCE O HEUJICHTUYHOCTH yJemsieTcss ophaHHbIM (peni-
K1M) 3a005ieBaHUsIM. B OTHOIIIEHNH OOJIBIIMHCTBA U3 HUX HE CYIIECTBYET pa3pado-
TAHHOTO JICYEHUsI, TNOO OHO SABJISIETCS YPE3BBIUAMHO JOPOTOCTOSIIIUM U HE o0ecrie-
YUBACT MPUEMJIEMOI0 KayecTBa >XKM3HU TakKUM OOJIbHBIM. B 3TOM CBsI3M Bce yaiie
00CyXKIat0TCs Ka3yChl, CBSI3aHHBIE C UICKaMU B CyJIeOHbIC MHCTAHIIMU Ha Bpauei, 10-
MyCTUBIIUX MIPUYUHEHHUE Bpea peOCHKY, CTpaIatoleMy TaKUM 3a00JI€BaHUEM.

[Ipu 5TOM Bpauu MOTYT OOBHHSTHCS B HEIOCTATOYHOM WJIU JIOKHOM HHQOP-
MUPOBAHHM O PUCKAX POXKJECHUS peOeHKa C TEM WJIM MHBIM F€HETUYECKUM 3a0oJie-
BaHueM. [Ipeanonaraercs, 4ro oHU pu 3G HEKTUBHOM IPUMEHEHUH T€HETUYECKUX
TEXHOJIOTUH MOTJIM ObI CYIIIECTBEHHBIM 00pa30M CHU3UThH PUCK IPUUMHEHUSI Bpe/ia.

OnHako B KOHTEKCTE 00CYXACHUS TPOOIEeMbl HEUJECHTUYHOCTH MO TYePKUBa-
€TCs1, YTO OOBUHEHHE Bpaueii B XaJaTHOCTH WJIK O€3/1eCTBUU (PAaKTUUECKH O3HAYALT
OOBHMHEHHE aKTa CYIIECTBOBAHUS TOTO WJIM MHOrO pedeHka. [lpu ux orcyTrcTBUU
JTAHHOE YE€JIOBEUECKOE CYIIECTBO MPOCTO HE MOTJIO ObI MOSIBUTHCS HA CBET.

B noruxe npo6iemMbl HEUJEHTUYHOCTH HEU30€KHO BO3HUKAET BOMPOC O TOM,
KaKo€ KaueCTBO >KM3HU CIIEyeT CYUTATh HEIOCTOMHBIM TOMY, YTOOBI KUTb, UJIH Ka-
KO€ KauecTBO OyayIliei >KM3HU CTOUT pacCMaTPUBATh C TOYKU 3PEHUS MPaBa UH]IU-
Buja (Oyymiei maTepu) Ha coBepieHre adbopra. Kak BooO1ie onpeneanTs HOpMy
B MeaunrHe? Kakue nmoporu y 3toit Hopmbl? KakoBa crernenb 000CHOBaHHOCTH 3TOU
HOPMBI JIJIsl BpaueOHOTO COOOIEeCTBa, MAIIUEHTOB U YJIEHOB UX CEeMEei, Oy IyIIHIX MO-
KOJICHUH, TOCYAapCTBa, KOTOPOE HECET Ha ce0e Harpy3Ky cephl 31paBoOXpaHEHUs?

VY cunuBaromuiics Npolecc reHeTU3aluy, pacCIMpeHUe BIUSHNS T€HETUKU Ha
Bce c(hephl YeI0BEUECKOM KU3HH, C OJIHON CTOPOHBI, YKa3bIBa€T HA MHOTOO00EIIAI0-
U TPOPHIB B 00JACTH T€HETUYECKUX TEXHOJIOTHIA, HO C IPYrOi — Ha MOSIBIICHUE
HOBBIX ()OPM CTUTMATHU3AIIUU IO TEHETUYECKUM MPU3HAKAM, Ha 3aPOKICHUE HEOEB-
TE€HUKHU.
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Tak, P. JI. Jlesun u I1. C. Musiep BbIIEIAIOT JIBE OCHOBHBIE YIPO3bI JJIsl CO-
oO11ecTBa HHBAJIUIOB, CBA3aHHBIE C UCIIOJIb30BAHUEM JOCTH)KCHUN T€HETUKH B ME-
JUIMHCKUX 1enax: «Bo-nmepBbix, co00IIeCTBY MHBAJINIOB HE XBaTaeT rojoca Ha
apeHe IeHETUYECKOM IOJMTUKUA. BO-BTOPBIX, TEHETUYECKUE HUCCIIEIOBAHUSA 4aCTO
HaIIpaBJICHbl HA YCTPAHEHUE ITPOSIBIICHUN MHBAJIMIHOCTHU, KOTOPBIE €CTECTBEHHBIM
00pa3oM BO3HHMKAIOT B MOMYJIALMHA. DTO IPUBOJUT K TOMY, YTO JIFOJU C OTPAHUYEH-
HBIMHM BO3MOKHOCTSIMU PACCMAaTPUBAIOT M'€HETUYECKYIO PEBOJIIOLIMIO KaK pa3pado-
TaHHYIO JUIsl IPENOTBPALICHUS POKICHUS TAKUAX JIIOJIEHN, KAK OHU. Y YEHBIE, BOOY-
IIEBJICHHBIE OTKPBITUSMH T€HETHUKU, MOTYT 3a0bITh, UTO KU3Hb C MHBAJIUJHOCTHIO
MO>KET OBITh OOTaTON U MPUHOCHUTH yIOBJIETBOPEHHE. “30pOBBE’ SABIACTCS CYyOb-
EKTUBHOM XapaKTEPUCTUKOM, KOTOpast Yalle BCEro ONPENEAeTCs ClIEUAINCTaMU B
00J1aCTH 3/IpaBOOXPAHEHUs, YYEHBIMH U CTPAXOBOM OTPACIIbIO, a HE JIFOJIbMU C Orpa-
HUYEeHHBIMU Bo3MOkHOCTAMHU» (Miller, Levine, 2013: 95-96).

[1on03pUTENBPHOCTD IO OTHOLIEHHUIO K HOBOMY — XapaKTepHas 4epTa 4eso-
BEUYECKOT0 pa3BUTHsA. IHHOBaIMs BCera B TOM WIM MHOW MEpE MOPOKAAET CTPATH-
(ukanuio oOuIeCTBa, Kak Obl BHIJEISS TE€X, KTO MOJIYYAET BBITO/IbI OT €€ pa3BUTHUS U
T€X, KTO OKa3bIBAETCS B YA3BUMOM IOJIOKEHUH, OTOPOLIEH B CTOPOHY B CBSI3U C He-
BO3MOXHOCTBIO WJIM HEXEJIaHWEM (HarpuMep, 0 MUPOBO33PEHYECKUM MPUYUHAM )
BOCIOJIb30BaThCs ee OnaramMu. @oOuM, BOZHUKAIOIIUE B CBSI3U C PA3BUTHEM MEPCO-
HaJIM3UPOBAHHON MEAULMHBI, UMEIOT OTHOLIEHUE K MPOLIECCY CO3/IaHNs] MHHOBALIH-
OHHBIX UHAMBHUIYaJIN3UPOBAHHBIX JIEKAPCTBEHHBIX CPEACTB U NHIUBUIYAIbHBIX pE-
KOMEHJAaIlMii Ha OCHOBE 3HAHUS T€HETHYECKOro MpoQuiisl MalueHTa, B Y4aCTHOCTH,
OCO3HAHHUSI HEBO3MOXHOCTH CO3JaHUs JIEKAPCTB IS ONIPEAEIEHHBIX TPYIII HalUEH-
TOB U B OIIPECIICHHOM CMBICIIE HCKIIFOUEHUS UX U3 TIOJISI BHUMAHUS METULIMHBL. Tak
ceryac, HalpuMep, OKa3bIBAIOTCS MCKIKOYEHBI NMALHUEHTHI, SBISIOIMIMECS HOCHUTE-
asiMu opdaHHbIX (peaKkuX) 3a00JeBaHUN, CO3/1aHHUE JIEKAPCTB JIJIs JIEYEHUSI KOTOPBIX
OUYEHb YaCTO CBI3aHO C ACPUIUTOM PECYpPCOB OOIIECTBEHHOTO 3PAaBOOXPAHECHHUS.

Beliie B KOHTEKCTE MPOOIEMbl HEMJACHTUYHOCTH TTOJIHUMAJICS BOIIPOC O TOM,
NPUYUHSIET JIU BPEJl POJUTENh CBOEMY PEOCHKY, €CIIM 3HAET O HAJIMYUHU Yy TUI0/1A Ta-
TOJIOTHH U CBSI3aHHBIX C HEW puckax. AOCTpaKTHBIA YPOBEHb paCCyKICHUM, CBOM-
CTBEHHBIN (UI0CcO(CKOW MBICIH, 3a4acTyI0 CKIOHEH JJIMMUHHPOBATH 3HAUYUMBbIE
(bakTOpbl IMOUPUUECKOTO MUPA, BIMSIONIME HA MIPOIlecC MPUHATHUS petieHuid. Jlo-
TUYECKOE MIPOCTPAHCTBO PACCYKICHUH 3a4aCTYH0 OKa3bIBAETCSl YHUBEPCAIbHBIM HC-
KIIFOUHUTENBHO IS CUCTEMbI MBIIUIEHUSI WM 3TUYECKOT0 YHUBEPCYMa, BBICTPOCH-
HOTO IO/ 3a71a4u caMoro (rtocoda 1 Mo3TOMy UTHOPUPYIOIIETO MPOOIEMBbI, KOTO-
pBI€ MOTYT OBITh AKCILTUIIUPOBAHBI B paMKaX KOHIIENTYAJIbHBIX PACCYKICHUM pY-
roro TUNa, Ipyroi JOrMKU U He OXBAaYEHHBIX JI0 3TOT0 SMIIUPUUECKUX (aKTOB.

B tom ciiydae, korna B pamkax aOCTpPaKTHBIX pPacCyKICHUI O HEUACHTUYHO-
CTH OJHO3HAYHO YTBEPKJAETCsl O HEHAaHECEHUH Bpeaa OyayuieMy peOeHKY B CBSI3U
C UTHOPUPOBAHUEM MPOTHO30B MEIULIMHCKUX M€HETUKOB, BhIpaXkarolieMcs JInoo B
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0TKa3e OT IPephIBaHUs OEPEMEHHOCTH, TU00 B MpUEME HEOOXOIUMBIX JISKAPCTB UITH
COOJIFOICHUHN JTUETHI, HTHOPUPYIOTCS (PaKThl O BO3MOXKHOCTH (DHU3NUSCKOMN U IICHXH-
YECKOM ajjanTaliy TaHHOTO MHANBHUIA K Cpelie, B KOTOPOW eMy MPEICTOUT pa3BH-
BaThCs, HE MPUHUMAIOTCS BO BHUMAaHUE BO3MOKHOCTH POJAMUTENEH STOTO WHIANBUIA
10 OKA3aHMIO YXO0/Ia 32 ’TUM PEOCHKOM U IKOHOMHYECKYIO TOTOBHOCTh F'OCY/IapCTBA
o0ecrieunBaTh TAKOE YEIIOBEYECKOE CYyIIECTBOBAHUE JAHHOTO WHINBHU/IA, YTOOBI OHO
Ka)XJIBIE MOMEHT BPEMEHHU HE YITOA00JISIIOCh aKTy 00PHOBI CO CMEPTHIO.

N ecnu B pamkax oOCyXaeHHs MPOOJIEMbl HEHMJICHTUYHOCTH OTCTAWBACTCS
TEMITOPATLHOCTh (MOMEHTHI BpEMEHH — 3a4aTHsl U POXKIACHUS ), JAIOIas BO3MOXK-
HOCTh HIMEHHO 3TOMY HHAMBHUAY MIPH BCEX CIIOKHOCTSIX U MpoOJIeMax ero JalbHel-
IIeH KU3HU TOSIBUTHCS HA CBET, TO HA IPYTYIO YaIly BECOB 3a4acTyIO CTABUTCS JIJIs-
1asICsl TEMIIOPATBHOCTD, KOTOPAst MOYKET CTaTh OHTOJIOTHIECKUM IIPUTOBOPOM, T. €.
BpeMsi OECKOHEUHOT'0 CTpaJaHusl U OOpPHOBI 32 XKU3Hb, BpeMs O€3bICXOJHOTO CYIIIEe-
CTBOBaHUSI, HE MPUHOCAIIIETO YYBCTBA KU3HU, HO CO3/IAIOIIETO MPELEICHT MPOJIOH-
TUPOBAHHOTO YMUPAHHUS.

B 2004 r. rpoMK#ii OTKJIMK TOJYYHIIO €TI0 I€BOYKU-UHBaIMAA 1. Poau-
TenW DU, UMEBIIEH T1y0OKHe HAPYIIEHUS Pa3BUTHSI, OOPATHUIINCH 332 MEIUIINH-
CKOH MOMOIIIBIO, YTOOBI TOMOYb COXPAHUTh UX J0Yb MAJICHbKON U, TPEAOTBPATUTH
€€ POCT U CEKCyalIbHOE Pa3BHUTHE B LEJAX 00JErYeHus NalbHEUIEro yxo/a 3a Hei
(Gunther, Diekema, 2006). Ponurenn mpocuiv Ha3Ha4UTh UX JOYEPU BBICOKHE
71036l TOPMOHOB U yIaJIUTh €€ TPyAb U MaTKy, 4TOOBI OHA OCTaBaJlaCh MaJIEHbKOW U
C JIETKUM BecoM. Tak Ha3bIBaeMOe «IeUeHHUE DIUIN» Bpaud MPOBOAMINA B IETCKOU
6onpHUIE B CHaTie, mrat BammHrToH.

Crnydaii Onui mokasai, Kak B CUTyaluu JeduliuTa SKOHOMUU PECYpPCOB U
MBIIIJICHUSI, HAUMHAIOT pad0TaTh HE CONMAIbHBIE MEXaHU3MBbI TOMOIIN, & €BTeHU-
YECKUE MEXaHU3Mbl 0TOOpA, B Pe3yJIbTaTe KOTOPHIX WHIWBUIYTM3UPOBAHHOE Jie-
YEeHUE MOXKET MPHUHATH yCTPaIIAoNlylo (opMy MEepCOHATBHON TUCKPUMHUHAIINU.
OTOT puUMep OOHAKUI ATUYECKU YA3BUMYIO TOUKY MEPECECUCHHUS BO3MOKHOCTEH
HAYKU ¥ MEJUITUHBI U CYIIECTBYIOIIETO COIMAIBLHOTO 3aKa3a (CO CTOPOHBI MEIMKOB,
poauTenel 1 9acTy 00IIecTBa) Ha TAKOTO POjia MAHUITYJISIINH, a TAK)KE BCKPBLT IPO-
OJIeMy OTpaHUYEHHOCTH PECYpPCOB (M PU3NUECKHUX, U MATEPHATIBHBIX) IS oOecte-
YEHUS aJCKBATHON TTOMOIIN OOJIEHEIM.

Cnyyait DUty He SIBISIETCS €IUHUYHBIM, OH, CKOPEE, OTPaXaeT OOIIYI0 TEeH-
JEHIUI0 (DOPMHUPOBAHUS €BIEHUYCCKUX MEIUIMHCKUX (DUIBTPOB IS MOTYUYCHUS
HOPMAaJIM30BAHHOTO TI0 MHOTUM TapameTpaMm uHAuBKAa. HopManuzammst Suuiu co-
CTOsUTa B OTCEUEHUHU BCETO JIMIITHETO, YTO MOXKET yCIOXKHUTH 3a Hell yxoa. Menu-
[UHCKAas HOpMaJIM3alUsl JPYroro poja COCTOUT B OTCEYEHUH CaMOM BO3MOXHOCTHU
MOSIBJICHUST MHANBUIOB, MMOJOOHBIX DNLIH, T. €. B N30aBJICHUH TOTOMCTBA C TAKUMU
HEXEJIaTeIbHBIMU YePTaMH U MIOTSHIIUATLHBIMH MTPOOJIEMaMHU CO 3J0POBbEM, TIO OT-
HOIIICHUIO K KOTOPBIM JOCTAaTOYHO CJIOKHO, HEBO3MOXXHO WM SKOHOMHUYECKU
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Helelecooopa3Ho OyaeT moao0paTh MEPCOHAM3UPOBAHHOE JICUeHHE (2 MMEHHO
HSKOHOMUYECKU KPUTEPUI PACCMATPUBAETCS KaK OJMH U3 BEAYIIHUX JJIsl PUHSTUS
HoBoM mapaaurMbl MeauiuHbl) (ITomoma, 2020: 276-277; cM. takxke: Ilomosa,
2019).

MenuuuHcKass HopMalIn3alus B KOHTEKCTE MHHOBAIIMOHHOTO Pa3BUTHUS MO-
KET OBITh CBSI3aHA C HMHCTPYMEHTAIM3AIMEH YEIIOBEUECKOTO CYIIeCTBOBAHMSI, TIPe-
0J/I0JIECHUEM KaHTUAHCKOI'0 OTHOIIEHUS K YEIOBEKY KakK K 1iesiu B cebe. B coBpeMen-
HOM Hay4YHOU CUTyaluu OOIIECTBO BCE Yallle UMEET JIeJI0 C KOHBEPTEHIIUEN MEXTY
HKCIEPUMEHTAIbHBIMA HAyYHBIMH METOJAMU M OTKPBITOM SKCHEpUMEHTaTIbHON
ITUKOH (ITHKOH, HE JAIOIIEH TOTOBBIX OTBETOB OTHOCUTEIIBHO MPABUILHOCTH / HE-
IPaBUJIBHOCTH COBEPILIAEMBIX AEHCTBUM, UCIIBITHIBAIOLIEH KPU3UC B TPAKTOBKE OJ1a-
rOro U MPECTYIMHOTO U 3aBUCAILECH OT KOHBEHIIMOHAJIBHBIX PEIICHUN OTHOCUTEIIBHO
po0IEMBbI TPAHMI] YEIOBEUYECKOT0 / HEUETIOBEYECKOT0).

NHauBHyanu3upOBaHHOE JIEYEHUE, HAMPABIECHHOE Ha pELICHHE MNpodsieM
OYEHb HE3HAYUTEIBHOT0 YHCIIa MAlIUEHTOB, CTPAIAIOIINUX OpPaHHBIMU 3a00J1€BaHU-
SIMH, SIBJISIETCS JICUCHHEM, COMPOBOXKIAEMBIM HHAUBUYATU3UPOBAHHON STHUKOM,
MIOCKOJIBKY YHUBEPCAJIBbHBIE 3THYECKUE HOPMBI, UMEIOLIUE JEJI0 C «HOPMaJIN30BaH-
HBIMM» YEJIOBEYECKMMHU CYILECTBAMHU, MPEKPAILAIOT 37IECh CBOE JielicTBUE. JIeueHue,
HE YKJIAJIBIBAIOIIUXCSA B CPEAHECTATHCTHUECKYIO HOpMY OOJIe3HEH Mperoaraet
pa3paboTKy HOPM CTOJIb K€ HE CTAHJAPTHOM ITUKHU.

bHOCOLHAJIBHOCThH B POCCHHU:
OCOBDBIE IIPOBJIEMBI « OCOBBIX» ITALIUEHTOB

B Poccuiickoit deneparuu cynecTByeT OrpoMHasi moTpeOHOCTh B U3yUEHUHU
3asBiieHHOU Tembl. C 2011 r. B pocCcUiiCKOM IPaBOBOM IOJIE 3aKPENUIIOCH ITOHSATHE
«opdanHble 3a00JIeBaHUS», MPOU3OLLUIA €ro MpodieMaTu3alus B HAy4YHOM JHUC-
Kypce. MccnenoBanne camoopraHu3aliyi pOCCUUCKUX MAIIMEHTOB ¢ OppaHHBIMU 3a-
0oseBaHUAMU, OOBEUHEHUE UX B TPYMIBI AJIs1 OKa3aHUs COIMAIBHON M MCUXOJIO-
TrMYecKoi moMou u (GpopMupoBaHre OHMOUJEHTUYHOCTEN MO TeHETUYECKUM MpPHU-
3HaKaM MpeJCTaBiIsieT coO0M mpumep OMOJOrHYECKOM cTpaTUdUKAIMU B POCCHIA-
CKOM COIIMYM€ M BO3HMKHOBEHHUS HOBBIX (DOPM HJIEHTUYHOCTH, IJIe TEHETUYECKUE
pa3IMyuUs UTPAIOT ONPEETSAIONIYIO pOJib. TeopeTHuecKoe OCMBICIIEHUE TaHHBIX SB-
JICHUHN TPECTaBlIIeT O0COOYI0 aKTyaJIbHOCTh C IIE€NbI0 BBICTPAWBAHMS IIMPOKOTO
JMaJora MeXAy NaluueHTaMH, MPEACTABUTEISIMU MAIIMEHTCKUX OpraHUu3aluid, Me-
JTUIMHCKUM COOOIIECTBOM U TOCYAapCTBOM, MO3BOJISIIOIIUM O0ECIIEYUTh CBOEBPE-
MEHHbIE MEPBI COLIMAIBHOMN MOAIEPKKH TAKUX NAalMEHTOB. OTpOMHYIO POJIb B 3TOM
IPOLIECCE UTPAET NCUXOJIOTMUECKUN HACTPON CaMUX MAllMEHTOB U UX OJIM3KUX.

I'. MockoBLEeB, aBTOp KHUTHU «S] IbIITy», TOCBALIEHHOM MTallMEHTaM, CTpaia-
IOLIIM MYKOBHCIIHI030M, pa3padaTbiBaeT ICUXO0JIOTMUYECKHE MPaBUiia )KU3HH C ITON
0o0se3Hbp10. OHM MOTYT paccCMaTpPUBATHCA B KAUECTBE OCHOBOIIOIATAIOUINX TPUHIIN-
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OB OMOCOIMANIBHBIX TPYII MAIMEHTAMH C peAKUMH 3a0oseBaHusiMu. Cpenu 3THX
MIPUHITUIIOB CIICYIONINE: «00bEAUHANTECHY, «JICHCTBYITE», K BOCIPUHUMANTE JIPY-
TUX MEHEe KPUTUYHO, OYJIbTE CHUCXOJUTEIBHBD), HE BOIONUTE C MUPOM, a KUBUTE
¢ HuM B mupe» (Mockosiies, 2013: 356). Cpenu STUX IPUHITUIIOB €CTh U «OCOOBIEY,
HalleJICHHbIE MMEHHO Ha MAIlMEHTOB ¢ MyKOBUCIIU030M, HAIIPUMEP, «CTaHbTE MPO-
Mara’JAuCTOM KU3HU C MyKOBUCLIMI030M» (TaM XKe).

B xHUTE 32510K€H 0YEHB BAXKHBIN MTOCHUI, CBA3aHHBINA ¢ HEOOXOIUMOCTHIO pe-
aNH3aliy CTpAaTeTud OObEIMHEHUS, KOHBEPTeHIIMN YCWIUM B Pa3HBIX HaIlpaBlie-
Husx: «Ilomoraiite npyr Apyry, ¥ 4eJIOBEYECTBO OyAE€T COBEPIIEHCTBOBAThCS, CTa-
HOBUTHCS JIy4Ille U MpoyHee. byJieT yBennunBaThCs KOJTUYECTBO CBA3EH, Meperie-
TEHUH, KOHTAKTOB MEXY €ro KIETOUYKaMHU-JII0bMU... [Ipn mpouHoil cucteme B3a-
MMOCBSI3€M LIEJIOCTHBIN opraHu3M OyaeT paboTatb MHOTO 3(peKTUBHEE U CyIile-
CTBOBATH JIOJIbIIIEY (TaM Ke).

3a BpeMs (QopMHpOBaHUS TMOJIUTUKU B 00JiacTH opdaHHBIX 3a00JieBaHUMN
OBLIIO CO3aHO MHOKECTBO NAIIMEHTCKUX OpraHU3aluid U 0J1aroTBOPUTENIbHBIX (DOH-
JIOB, OCYILIECTBIISIONINX MOACPKKY MAIlMEHTOB C OTJAEIbHBIMU HO30JOTHSIMHU.

Cpenu nux — Coro3 ceMeil NalueHToB C TJIMKOTEHOBOM 00Jie3HbI0, Poccuii-
cKas acconuanus nopdupuu, Accouuanusi COACHCTBHUS OOJbHBIM CHHAPOMOM
Perta, Coto3 nanuentoB ¢ 0ose3nbio ['ome u ap. Jlanubeie cooOlecTBa, Kak mpa-
BUJIO, SIBJISIIOT COOOM MpUMeEp YCHEIIHONW caMOOpraHu3aliy NaueHTOB-HOCUTEeNEn
opgaHHbIX 3a00JIEBAHUM, UX POJHBIX U OJIM3KHUX.

Taxxxe B Poccuu cranu mosiBASTHCS OOIIECTBEHHBIE CTPYKTYPhI, UMEIOIIUE
OoJiee yYHUBEPCAIbHBIN XapakTep, OXBAThIBAIOIIME MAIIMEHTOB CO BceMHu oOpdaH-
HBIMHU HO30JI0TUSIMH, Hanpumep, Coro3 MaIMeHTOB U MAIUEHTCKUX OpraHu3aIii Mo
penkum 3abosieBanusiM u Beepoccuiickoe obimectBo opdannbix 6ose3neit. [Tocnen-
HsISl U3 YIIOMSHYTBIX OpraHu3alliii co3aBajiach C IeJIbI0 HauboJee MOJTHOTO MEIH-
IIUHCKOTO MH(POPMUPOBAHUS MAIMEHTOB, MPEOCTABICHUS UM MOJIHON KapTUHBI 3a-
OoJeBaHUs.

DTa 3a7a4a COOTBETCTBYET PacIpOCTPAHEHHOW BO BCEM MHPE MPAKTUKE CO-
3/1aHKs MH()OPMAITMOHHBIX MOPTAIOB, AKKYMYJIUPYIOMIMX HH(OOPMAIIUIO IO PEAKUM
3a0oneBaHusIM. Harpumep, oqHuM 13 Hanbosee U3BECTHBIX MOPTAJIOB TAKOTO PoJia
B EBporie siBnsieTcss MHOTOSI3bIYHBIN TTOpTai «OpdaHery», 0XBaThIBAOIINI MPAKTH-
yecku Bce eBporeiickue crpanbl (Orphanet, 6/1: DnekTpoHHBIN pecypc). Takxke
OTPOMHYIO MOonyJIsspHOCTH npuodpena miatgopma EURORDIS (EURORDIS, 6/x:
DNeKTPOHHBIN pecypc).

Kpowme Toro, 611arorBopuTeIbHbIE OpraHU3aIii MOTYT OCYIIECTBIISATh U Y-
T'He MTPOEKTHI MOIJIEPYKKH MAIIMEHTOB: BBIITYCKATh )KYpPHaJIbl, HHPOPMAIIMOHHBIE Ma-
TepHuaJibl, OPOIIIOPHI, 1aBaTh KOHCYJIbTAIMU 10 Tenedony. OpraHu3ainuu poCCHii-
CKUX TIAIMEHTOB, BBIIBUTAs YETKUE TPEOOBAHUS 110 OXpaHe 3I0POBbs TpaXKaaH, 3a-
4acTyl0 IOOMBAIOTCS 3HAYUTENBHBIX PE3YJIHTATOB B MOJIYUYEHUU TOCYAAPCTBEHHOU
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¥ O0IIECTBEHHOM MOAIEPKKU B TOPOTOCTOAIIEM JIeueHUH Op(aHHBIX 3a00I€BaHUH,
HEOOXOMMOM TICUXOJIOTHYECKON MOMOIINA U 0OPETEHHUSI HOBBIX COITMAIBHBIX TEp-
CIIEKTHB.

Kpome uncto mHopmManmoHHBIX 3a7a4 OJaroTBOPUTENIBHBIC OpTaHU3AINH
BBHITIOJTHAIOT (DYHKITUIO IPUBJICUCHUSI BHUMAHUS OOIIIECTBEHHOCTH K MPoOIeMe pei-
kux 3a6oneBanuii. C 3TOW IENbI0 OPTaHU30BBIBAIOTCS (PECTUBATIHU (CTOHUT YIIOMS-
HYTh (pecTuBaNb-KOHKYpC «Penkuii ¢pectuBamby), paboTtaeT oHnaitH-kaHan «Penkoe
TelneBUACHUEY» U u3naercsa «Peakuii sxypHam»y. B HazBaHMIX MOAOOHBIX TPOEKTOB,
OCYILIECTBIISIEMBIX ITpU Noiepxkke Coro3a NalMeHTOB U MAUEHTCKUX OpraHu3aui
10 peaKUM 3a00JIeBaHUSIM, HESIBHO CKPBIBAETCSI CKOHCTPYHUPOBAHHAS JIMHT BUCTHYC-
CKHMHU CPEICTBAMU CaMOUJICHTU(PUKAIUsI Op(PaHHBIX MALIMEHTOB: TSKEIbIE HO30J10-
TUU CTApalOTCsl OTYACTH KOMIICHCUPOBAThH C MOMOUIBIO SI3bIKA, OAUYEPKUBAs YHU-
KaJIbHOCTh MAlUEHTa, «PEIKOCThY» €ro OMOJOTMYeCcCKON UIeHTHYHOCTH. «Ocobas»
UJIEHTUYHOCTD BBICTPAUBAETCSI OCOOBIMU JIMHTBUCTUYECKUMU CPEACTBAMH.

Crnoxusmmecs B Poccuu paznuunsie popmbl «ophaHHOID OMOCOIUATBHOCTH
MEXy TEM TaK U HE CTAJIA MIPEAMETOM CIEIUATIBHOTO 3TUKO-COIIUATBHOTO U (UJI0-
CO(CKO-METOI0IOrMUECKOro aHanuza. @opmupoBanue 6a3bl 3HaHUN 00 OpPaHHBIX
(penkux) 3a007€BaHUSAX U OCOOEHHOCTSAX CaMOOpraHU3aIlMy MalMeHTOB, CTPaaaro-
X TOAOOHBIMU OOJIE3HSIMU, ONIPE/ICNICHUE CBSI3U TaKUX (PEHOMEHOB, KaK I'€HETH-
3a1usi, OMOCOIMATBLHOCTh U OMOUIEHTUYHOCTh, HA Halll B3TJIsIA, OyAET CIOCOOCTBO-
BaTh KOHBEPI'CHIIMU OOIIIECTBEHHBIX YCUJIMNA B OTHOIICHUH 3alIUTHI MPAB MaI[UEH-
TOB U (POPMUPOBATH HEOOXOAUMBIE MEPHI UX MOJIEPIKKHU.

3AKJIOYEHUE

Pa3BuTHE TEHETHYECKMX TEXHOJIOTHH TPUHECIO COBPEMEHHOMY YCIIOBEKY
HOBOE 3HAHHE, CBSI3aHHOC C TCHETUYECKUMH XapaKTEPUCTHKAMH Y€JIOBEKa, €0 Mmep-
COHaJIbHOU TeHeTHYecKoi nHdopmarmeil. [lomydeHHoe 3HaHNE BCe Yalle paccMar-
pUBaeTcad B Ka4eCTBE OCHOBAHHUA CTpAaTU(PUKAUMK MHAMBUIOB C LIEJbIO JalIbHEH-
IEeT0 JICYEHUs U BbIOOpA TPACKTOPUM MOMOIIM MAIMEHTY, B TOM YHCIIe OKa3aHUs
€My HE TOJIbKO MEAMIIMHCKON, HO M COIMAIIbHON MOJAEpKKHU. Tak, coBpeMeHHas
WHIMBUYaIM3UPOBaHHAs (IEPCOHATM3UPOBAHHAS) MEAUIIMHA UMEET JIEJI0 C TEMU
rpyIIaMy MalueHToB, ISl KOTOPBIX CYHIECTBYET JICUEHUE U B MEHBIIIEH — ¢ TeMu
naruMeHTaMu, KOTOPbIM HayKe U MEIUIIMHE Ha TAaHHOM dTarle UX Pa3BUTUS MPEJI0-
KUTh TIOKA HEYETO.

B nmocnennem ciyuyae renetusalus npuoOpeTaeT BIIOJIHE OUEBUIHbIC EBICHU-
YeCcKrUe KOHHOTAIIMU, OKa3bIBas BIMSHUE HA MPOIIECC MPUHATUS PEUICHUS O POXKJIe-
HUY / HEPOXKJACHUH peOCHKA U B 11€JIOM Ha MPOSKTUPOBAHUE JKEITAHHOTO / HEXKeJlaH-
HOTO 00pa3a uenoBedecTBa. Tak, HEOIATONMPHUATHBIN MPOTHO3 OTHOCUTEIBHO 3/10PO-
BbS TUJI0JIA TIOJIpa3yMeBaeT ONPECICHHYI0 MEHTAJIbHYIO KaTErOPU3AIIHMIO 110 HO30-
JIOTUH, CIOCO0Y BEJEHUS POJOB, BBHIOOPY MajbHEHIIEH MEIUKaMEHTO3HOW U
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IICUXOJIOTMYECKOM MOJACPKKU MaTepu U peOeHKa, HO U MOXKET TaKKe CIIOCOOCTBO-
BaTh Pa3BUTHIO MPAKTUKH SIMMHHALIUY TUIOA.

deHoOMeH reHeTH3aluH, TaKuM 00pa3oM, OTpakaeT He MPOCTO UHPOPMUPO-
BaHUE O JMAarHo3€ U pUCKax, HO M MOPOKIAET ONpeAeNICHHbIE CTPATeruu TOJIKOBA-
HUS, UX UHTEpIpETaIH, UMEIOIIE OTHOLICHHUE K ITPaBy Ha )KU3Hb WU cMepTh. OHU
(GOopMUPYIOT TPAEKTOPHUH PA3BUTHUS YETIOBEKA U €T0 CyAb0Y M OKa3bIBAIOT MICUXOJIO-
THYECKOe JaBJICHUE Ha MPOLIECC MPUHATUA pellieHus. B Topu3oHTe YenoBeuecKux
OKUJAHUM, a BIIOCJIEACTBUH U HA PAKTUKE MTPOBOAUTCS KaTErOpH3aIus MalieHTOB
U UX OJIM3KUX HE TOJBKO MO0 METUIIMHCKUM, HO U, B KOHEYHOM HTOT€, TI0 ITUYECKUM
KPUTEPUSM.

B cBere aTux npo0iaem paccMOTpeHHbIM HaMu (PeHOMEH 00pa3oBaHus OMOCO-
[IUATBHBIX TPYIII SIBJSIETCS CBOETO POJa KOMIIEHCAIMOHHBIM MEXaHU3MOM, TI03BO-
JSIFOIIMM WHAMBHUY OTYACTH yCTPAHSATh HETAaTHMBHOE JIaBJICHHE TeHeTn3anuu. B To
*e BpeMsl (PEHOMEH OMOCOLMOJIN3alM HEOOX0UMO paccMaTpUBaTh KOMILIEKCHO,
YUUTHIBAs KaK €€ MOJI0XKUTENbHbIE, TAK U TeHEeBbIE CTOPOHBI. [Ipornecc buoconnanm-
3alliu, TO3BOJISIOIEH BBIACIATH MAIMEHTOB B TPYIIBI, CHOPMUPOBAHHBIE TIO TEHE-
TUYECKOMY TPHU3HAKY, HE JOJKEH CTaTh aJbTEPHATUBOM OOIIECH COIMAN3alud U
NPUBOJUTH K MUHUMHU3ALNN COIMAIEHOCTH, 3aMBIKAHHUIO TAIIHEHTa Ha CBOEH 00-
JIe3HU B TIpeJieax CBOCH TPYIIIbI, K CBOETO POJIa OHTOJIOTUIECKOMY KapaHTHUHY, He-
BO3MOKHOCTH MOJIHOTO B3aUMOJACHCTBUS ¢ colimyMoM. HeManoBaKHBIMHU 3/1€Ch 5IB-
JISIFOTCS pacIlUpeHue CIeKTpa BO3MOKHOCTEH MAIlMeHTOB ¢ Op(paHHBIMU 3a00JeBa-
HUSIMHU ¥ CO3/IaHHE COOTBETCTBYIOIICH COIMANTBHON MH(PPACTPYKTYPHI KaKk HE00X0-
TUMOU 1711 0OecriedeHHsI MPUEMIIEMOTO KadeCcTBa KU3HU MAIEeHTOB ¢ Op(haHHBIMU
3a0051€BaHUSAMU OMOTIOTUTUYECKOIN TPAEKTOPHUH.
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