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BBenenue

buocomumanbHOCTh, TeHETH3ANUs W OWOWICHTUYHOCTh —
(heHOMEHBI, OMUCHIBAIOIINE Ba)KHEHITNE TI00ATBHBIE U JIOKAb-
HBIE TIPOIIECCHI Pa3BUTHUSI COBPEMEHHON OMOMEIUIIUHBI, Opee-
JISIOIIME UHTEPEChl BCe OOJIBIIIETO YKClia BOBJICUYCHHBIX JHUIL (I1a-
IIMEHTOB C PEJIKUMU 3a00JEBaHUAMU, UX OJIM3KUX U WICHOB UX
ceMei, nmpecraBuTeach (GOHIOB B OOIIECTBEHHBIX OpraHU3AINH,
BpaueOHOro COOOIIECTBA).

Konuenrt «buoconuanbHOCTH» TpHOOpesn ocoOyro MoIy-
JSIPHOCTH B TOocaeAaHee necsaTumietue. Ero nmosiieHue cBSI3bIBAIOT
¢ uveneM I1. PaGuHoy', KOTOPBII MpeIcKa3all MOSBICHHE HOBBIX
GbOpM KOJUIEKTUBHBIX HMJICHTUYHOCTEH (OMOUIEHTUYHOCTEHN) U
cTpatuduKanuu o0IIeCTBA HA OCHOBAHUU OUOJIOTHYECKUX (TeHe-
THYeCKkuX) mokazateneil. I1. Pabunoy cuurtaer, 4yTo JIOIU CIO-
COOHBI OOBETUHATHCA B TPYMIBI HA OCHOBAHUU WJCHTUYHOCTEH,
c(hOpMHUPOBAHHBIX UCXOMS U3 OOIIMX PUCKOB WJIM HA OHMOJIOTHYe-
CKOM OCHOBAHWHM, U 3TU TPYNIbI aKTUBHO (POPMUPYIOT OMOME -
UHCKHUE UCCIIEIOBAHMS U TPAKTHUKHU.

Eme Gosbliiee pazBuUTHE STOT MOJIXO0J MOJYYHIT B CBSI3H C

KYJbTYPHBIM IIECPCHOCOM I'CHCTHYCCKHX I/ICCJ'IGI[OBaHI/Iﬁ B COMO-

' Rabinow P. Artificiality and Enlightenment: From Sociobiology to Bioso-
ciality // Essays in the Anthropology of Reason. Princeton, NJ: Princeton
University Press, 1996. P. 91-111.



KYJBTYPHYIO CPEIy, YTO TO3BOJMIJIO BCEM JKEJIAOMIMM OOBEIH-
HATh CBOM I'€HETHMYECKHE JAHHBIC, B TOM YMCIIE CBSI3aHHBIE C 3a-
00JIeBaHUEM, CEMENHBIE UCTOPUM U OIBIT IPYTUX JIIOJEH C IO-
XOXKHMH eHEeTHUCCKUMH HCTOPHSIMI .

I'enetuzanusa OonesHel kak (opma MeAMKaIU3alHUHA CBS-
3aHa ¢ WACHTU(UKAIMEN TeHEeTHYECKUX MapKepoB OTIEIbHBIX
3a0oeBaHui, ynpolias NepCOHAIbHYI0 WIAeHTU(UKAIUO ¢ 00-
JI€3HBIO, a TAKXKE MPEJOCTABIAS BOSMOXHOCTD JIJIs1 OOBEIMHEHUS
Pa3IMYHBIX NAUEHTOB - HOCUTENIeH TeHEeTHYECKUX 3a00JIeBaHU.

C nounsiTueM OMOCOLMAIBHOCTH TECHO CBSI3aHbBI MPEICTAB-
JeHusT 0 OMOJIOTMYECKOM M T€HETHUYECKOM Tpa’kJaHCTBE, OTCHI-
JAOIINE «K MMOHUMAHUIO OTHOUIEHUN MEXIY WHCTUTYTaMH BlIa-
CTU W WHIMBUIAMH, ONUPAIOIINXCS HAa ONPENEICHUE TOr0, YTO
3HAYUT OBITH FPAXKIAHUHOM, B GHONOTHYECKUX KATEIOPUSX) .

I'enetuzanusa oOmiectBa, onucanHas J. JlunmMan B anap-
MHCTCKOM KOHTEKCTE', 0CTaeTcsi BaKHBIM (DAKTOPOM CTaHOBIIE-

HHUA T'CHCTHUKHN U q)OpMI/IpOBaHI/IH HOBBIX THIIOB 6I/IOCOIII/IaJ'IBHO-

2 Cu.: Weiner K. et al. Have we seen the geneticisation of society?
Expectations and evidence //Sociology of health & illness. 2017. V. 39.
Ne. 7. P. 989-1004.

*Boromsirkosa E.C. [ToBOpOT K OMONTOTHU: TIEPCTIEKTUBBI PA3BUTHS COIIHO-
norudeckoro 3Hanus // Bectauk Cankt-IleTepOyprckoro yHuBepcuTeTa.
Commonorus. 2018. T. 11. Beim. 1. C. 35-50

“Lippman A. Led (astray) by Genetic Maps: The Cartography of the Human
Genome and Health Care // Social Science and Medicine. 1992. Vol 35. Ne
12. P. 1469-1476.
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cri’. TeHeTH3aIMIo CIEyeT pacCMaTpuBaTh B KayeCTBE JIBPH-
CTUYECKOTO MHCTPYMEHTA, C MOMOIIBI0 KOTOPOTO MOXHO BBISIB-
JATh Pa3IMYHbIE ATUYECKHUE TepCrneKTHBbl. OHA CTaHOBUTCS
dbopmoil caMOIIO3HaHUS JKU3HU YEJIOBEKAa M COBPEMEHHOU KYIIb-
TYpbl, TTO3BOJISASI IEPEKITIOUNUTHCS C MOPATIbHBIX MPOOIEM MPUHS-
TS WHAUBUIyATbHBIX pEIIeHHH Ha Oojiee MHUPOKYI0 COIMO-
ATUYECKYIO TPOOJIEMATHKY, B KOHTEKCTE KOTOPOH CKBO3b MPU3MY
HAYK O XU3HU aKTyaJIU3UPYIOTCS MPOOIEMBbI BIACTH U MTOTYUHE-
HUSI, YCTAHABJIMBAIOTCS M CMEIIAIOTCA TPAHUIIBl HOPMBI U TATO-
gorun U (PopMHUpPYETCS OHTOJOTUYECKHUE OCHOBAHHUS HOBBIX
UIEHTUIHOCTEH.

['eneTu3arus MOXET MoOJIpa3yMeBaTh MOJYMHEHUE U KOH-
TpOJib (MTACCUBHBIX) WHIUBUAYYMOB U TPYIMIl I/IHI[I/IBI/II[yYMOB6.
I'eneTnueckas nHGOpPMAIUI TPUBOAUT U K MHIUBUIYTU3AIIUNA B
pe3yJibTaTe OTBETCTBEHHOCTH 3a COOCTBEHHYIO JESTEIbHOCTb,
IIPH OCBEJOMJIEHHOCTH O JHYHBIX T€HETHMYECKMX PHCKaX, HO
TaK)X€ ¥ K KOJUICKTUBU3AIMHU B pe3yJibTaTe OOBETUHECHUS UHIIU-
BUJIYYMOB B €JIMHYIO C€Thb, B KOTOPYIO BXOJSIT POJICTBEHHUKH,

paGoToaTeNH, TapTHEPHI U JETH .

> Weiner K. et al. Have we seen the geneticisation of society? Expectations
and evidence //Sociology of health & illness. 2017. Vol. 39. Ne. 7. P. 989-
1004.

*Novas C., Rose N. Genetic risk and the birth of the somatic individual
//Economy and society. 2000. T.29. Ne. 4. C. 485-513.

7 Tam xe.



Bo3nukaer HOBBIM TUN OMOUIECHTUYHOCTH — «TEKydas
OMOUIEHTUYHOCTH», KOTOPBIM OMNMpeNeNseTcsl 4epe3 OTPaKeHHE
KaK HACJEJICTBEHHOCTH, TaK U MOBCEJHEBHOTO OMBITA, OOBIUAEB,
cpebl OOMTaHHS M TIOBEICHMS . Peamusysich B CETEBOM IIPO-
CTpaHCTBe, olM(ppoBaHHAsS OMOUJIEHTUYHOCTh CTAHOBUTCS BaX-
HBIM (DaKTOpOM B OmpeneNieHuH MPEANOYTeHU U BhIOOpa poja
3aHSATUMA, BBHIOOpA TPAEKTOPUN CaMOIIO3HAHUS W, B KOHEYHOM
UTOTE, ONpe/IeIeHUs CBOETO S yepe3 reHeTUYECKOe KIPOUYTEHUE»
CBOEH JKU3HU.

Panukanusanus TeHETUYECKOro 3CCEHIUaIu3Ma MopoxKaa-
€T JaJIeKO UAYIHME MOpPAJIbHbIE CIEACTBUSA, YTpOKasi BO3Bpalle-
HUEM €BI€HHYECKOW MOBECTKU. Bo3HMKAaeT HOBBIN THIT MOHUMA-
HUs 0Jjara, COOTHECEHHOTO C «XOPOUIMMH F€HaMU» U «XOpOIIei
HACJIEICTBEHHOCTBIO», M MaprUHAJIU3UPYETCS U OTTOPraercs
(kaKk Ha YpOBHE KOJIJIEKTUBHOTO O€CCO3HATEIhHOT0, TaK U OHO-
MEJIMIIMHCKUX MPAKTUK) HJAEHTUYHOCTh, ACCOIMUPYIOIIASCS C
TCHETUYECKUMHU MYTallUSIMHU.

buoconmanbHOCTh, 0OpallleHHAs K Y€JIOBEKY KaK BHEIIHSIS,
O00OBEKTHBHAsI CHUJIA, 3aCTaBJISET MPOTHUBOIMOCTABISITH COOCTBEH-
HYI0 CAMOMJICHTUYHOCTh U OMOUJICHTUYHOCTh, JINUOO UCKATh WJIU

AOIIOJIHATE HACHTHYHOCTBH 4YCPC3 I/13MeHeHI/Ie/KOppeKTI/IpOBaHI/Ie

8 Wiesea D., Escobara J. R., Hsua Y., Kulathinalb R. J., Hayes-Conroya A.
The fluidity of biosocial identity and the effects of place, space, and time //
Social Science & Medicine. 2018. T. 198. P. 46-52.
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cBOEH cOOCTBEHHOUW OMOMIEHTUYHOCTU. [lOMBITKA BBIIBUTH BO3-
MO>KHBIE CKPBIThIE OMOUJEHTUYHOCTH C MOMOUIBIO T€HETUYECKUX
TECTOB XapaKTEepPU3yeT TeXHOHAYUYHBIH (JOH pa3BUTHA OHMOTEXHO-
JIOTUH, U OAHOBPEMEHHO OMpeesieT POPMUPOBAHUE HOBBIX TH-
OB CyOBEKTHOCTH, Pa3MELIEHHbIX B JHANa30HE MHOTOYHCIICH-
HBIX CaMOHUJEHTU(PUKAIMN - OT T€HETHUYECKON «HEJ0CTaTOYHO-
CTH» K T€HETUYECKOMY NEPPEKIUOHU3MY.

[IpeBpamienne yenoBeka B 6JI0k OnonH(pOpPMAIUN CIIETyET
paccMaTpuBaTh KAaK COIMOTYMAaHUTapHOE SBJIEHUE, BO MHOTOM
00ycloBJIEHHOE caMUM oO1iecTBOM. Onucanue ycloBUd GopMHu-
pPOBaHMs IBYX Pa3HOHAMNPABJICHHBIX JUCKYPCOB — alapMHUCTCKOM
STUKHU TEHETU3AlMM YeJIOBEKa, MPUCYIIEH TpaHCTyMaHU3MY, U
BIIMSIHUSI T€HETU3AllUU, TIOHSITON B TEXHOHAYYHOW MEPCIEKTUBE,
Ha ATUKY — IIO3BOJISIET PACCMOTPETHh PA3IUYHBIE TPACKTOPUHU
BJIMSIHUS HAYK O KU3HU HA COLMAIBbHYIO JKU3Hb.

['enetm3amust paccmarpuBaeTcss Kak (aktop, hopMupyro-
M, C OJHOM CTOPOHBI, CEPbE3HBIN ATPOreHHBIH 3(PPeKT, HO ¢
JPYTOi, ONpeaesstoUil HOBbIE CIIOCOOBI COLMANBbHBIX 00pa3oBa-
HUI, OCHOBAaHHBIX Ha 3HAHUU CBOUX OMOJIOTHUECKUX XapaKTEpH-
CTHK, B YaCTHOCTH, HOCUTEJIbCTBE TE€X UJIM MHBIX 3a00JIeBaHUM.

Heobxoammo OTMETHTH, YTO B OTEYECTBEHHOW HayKe

omymacTcsa I[C(i)I/H_II/IT HaYy4YHBIX HCCJ'IGI[OB&HHIZ, HaIlPpaBJICHHBIX

11



Ha (puocodcko-3TUUECKOE OCMBICIeHHE (EHOMEHOB OMOCOIIU-
AIbHOCTH U OMOUJICHTHYHOCTH.

B mpennaraemoii MmoHorpadguu OymayT pacCMOTPEHBI KITIO-
YeBbIE ATUYECKHE U COIUaIbHO-GuUocopckue mpobdiaeMbl, 00y-
CJIOBJICHHBIE Pa3BUTUEM DPA3IUYHBIX (POPM OHOCOIMAIBHOCTU U
MOSIBJICHUEM HOBBIX ()OpM OMOMIECHTUYHOCTH B CBSI3U C Pa3BU-

BarOIIUMUCA ITpoueCcCaM rcHETU3alun 06HICCTBa.

12



I'naBa 1. MeTogoJjiornyeckue moaxoabl K aHAJIU3Y

(enHomeHa OMOCOLMAJILHOCTH

[Ipouiecc Ouoconanu3anuu CBA3aH HE TOJIBKO C BIUSHUEM
Ouosiornyeckux (MpexJe BCEro reHeTUUYECKUX) UAeHTUPUKAII
YeJI0BEKa Ha IMPOIECC €r0 CAMOIIOHMMAHUS U CBSI3aHHOW C HUMU
NOTPEOHOCTHIO B CO3/JaHMM HOBBIX (DOPM COIMAIBHOCTH, TJ€
OCYILIECTBIISIETCSA aKT MPU3HAHUS €r0 B KAUECTBE HOCUTEIS OIpe-
JICJICHHBIX OMOJOTUYECKUX XaPAKTEPUCTUK, OTPAKAIOIINX €ro
COMAaTHYECKYI0 YHHUKAJIbHOCTb, HO U MOJAPA3yMEBAET y4eT psaa
(hakTOpOB, OKA3BIBAIOIINX MPSIMOE U KOCBEHHOE BIMSHHUE HA Pa3-
BUTHE PA3IUYHBIX (OPM OMOCOLUATEHOCTH.

B nanHOI r71aBe MbI MOMBITAEMCS PACCMOTPETh (PEHOMEH
OMOCOIMATBHOCTH CKBO3b MPHU3MY CIIOKHUBIIUXCS HCCIEI0BA-
TEIbCKUX MOJIXO0JI0B.

KomnoccanpHoe BiusHUE Mpoliecca TeHETU3aluu Ha KU3Hb
COBPEMEHHOT'0 YeJIOBEKa CO3JaeT MPEILEeIEHT MHOXECTBEHHOCTH
dbopm unentudukanuu. B KOHTeKcTe pa3BUTHS OMOMEIMIIUH-
CKOM TEXHOHAYKH U BBI3BAHHOM €10 CYIIECTBEHHOW TpaHcdOop-
Malli¥ COIMAJIbHON >KU3HU BaXKHBIM CTAHOBUTCS MOHUMAHUE €€
(unenTu(duKanun) Texkydero xapakrepa (3. bayman) u orpoMHoO#I
BapuaTUBHOCTHU. Bce Ooublliee 3HAaUCHHE TIPU 3TOM MTPHUOOPETAIOT

HOBBIC (1)OpMBI COHH&HBHOfI BOBJICHCHHOCTHU WMHAWBHUAA, YUUTHI-
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BAIOIIHME €r0 TeHEeTUYECKUN MpOoPMib U OMOJIIOTHUECKHE Xapak-
TEPUCTHKH, B I[ETIOM.

[TanineHTCKast CONMMIAPHOCTH, KOOPAWHAIUS YCHUIUH IS
00pBOBI ¢ 3a001€BaHUSIMHU MHOXKECTBA COLMATIBHBIX aKTOPOB (3TO
U POIUTENH, W OJMU3KUE TAIMEHTOB, U UCCIICIOBATEIN U BOJIOH-
Tephl), HOPMHUPYIOT CIOKHOCOCTABHBIM MPOEKT OHOCOIMATBHO-
CTH, aKTUBHOE «KOJUICKTUBHOE KHIICHHE», B KOTOPOM OHMOMEIH-
IIUHCKHE TEXHOJIOTHH, TUATHOCTUKA W JICYCHHE BIUICTAIOTCS B
KOHTEKCT TPaXTaHCKON CaMOOpTaHU3aIlNH, «TapakKHBIX» HCCIIe-
JOBATEIbCKUX WHHIIMATHB W PA3BOPAYMBAIOIIETOCS TIpoliecca
CaMOMICHTH(UKAIINH, C XapAKTEPHBIM JIJIsI HEE MPOIIECCOM MMe-
HOBAHUS, TJIE COCEJCTBYIOT U OOPIOTCS 3a CBOM IpaBa «XPYIKHUE
MAIHEHTB U «IeTH-6a60uKmy '’ - «PEeIKHe JIOAN» ' ¢ PEAKUMH
3a00J1€BaHUSIMU, YHUKAIbHBIMA HUIACHTUYHOCTSIMU UM OIBITOM
CTpaJiaHus, TJe DKCIEepPThl M NpodaHbl, 00beIUHEHHbIE KOH(DE-
penrusmMu, GhoHgamMu, GopymMamMu, KOBOPKHHTOM, CO3JIAIOT CETh
001m1el KOJUIeKTUBHON MJICHTHYHOCTH.

B macrosiiee Bpemsi pa3paboTaH psij MOAXOIOB IS aHa-
au3za (peHomeHa Owmocomnumanu3anuu. MX coderaHue, Ha Halll
B3TJISA/I, TIO3BOJIMT J1aTh OoJiee TOJHYI KapTHHY pa3BOpavYHBarO-

Hierocst mporecc OMocolMaTU3ali OOIIECTBA U PACCMOTPETH

? TTaLMeHTHI ¢ HECOBEPIICHHBIM OCTEOTEHE30M.

1

OTletr ¢ peaKuM 3a60IIeBAHAEM - GYILIC3HBIM SIIHIAEPMOJIH30M.
"MManpents! ¢ ophanHBIME (peaKUMIT) 3a00IeBAHUIMH.
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OCHOBAHUS U XapaKTEepHbIE OCOOEHHOCTH PA3IMYHBIX THUIIOB 00b-
eAuHeHusl nauueHToB. Ocoboe 3HaYeHUEe B 3TOM CBSI3U MMEIOT
KyJbTYpPHBIH, CyOKYJIbTYpHBIH, CHHAEMHYECKUNA U HAppaTUBHBIN

ITOAXOJHbI.

1.1. KyabTypHBIi IOAX0

KynbTypHbIil moaxoa K OMOCOLMATBHOCTH BKIIIOYAET B Ce-
051 paccMOTpeHHEe TaHHOTO (heHOMEHa NMPUMEHHTENIPHO K KU3HU
pa3IMUHBIX HAPOJOB U ATHOCOB. Kak mpaBuiio, ero mpuMeHSIOT
MpY aHaIM3€e OMOCOIMANIBHBIX COOOIIECTB B CTpaHaX, MMEIOIIUX
YKJIaJl, CYIIIECTBEHHO OTJIMYAONTUNACS OT CTPaH 3amaHOTO MUpA.

Ncropus MeauIuHbl B 3aMa/IHbIX CTpaHAaX oKazajia CYIIeCT-
BEHHOE BJIMSHUEC HA XapaKTEPHBIC YEPThl OMOCOIMAIBLHBIX TPYIIIL
Oco0oe 3Ha4YeHME 3/1€Ch MPUOOPETAET aKIICHT Ha MIpaBaxX YeJIOBEKa,
MIPUHITMIT aBTOHOMHUHU TAIIMEHTa M Pa3BOPAYMBAIOIIASCS AKTHB-
HOCTb TAIUEHTCKUX TPYII B OOIIIECTBEHHOM IIPOCTPAHCTBE.

Bocrounast Mozens OuMoconmaan3aiui OTTAJIKUBACTCS OT
MPUOPUTETA KOJUIEKTUBHOT'O HAJl MHAUBUIYAJIBHBIM U COXPAHSET
MPUBEPKEHHOCTh TPATUIIMOHHOMY YKJIaJay, B paMKax KOTOPOTO
BOXHOM CTAaHOBUTCS POJIb aBTOpUTETA (MalMeHTa, TOTOBOTO IIO-
JETUTHCS CBOCH MCTOpHUEl 00JIC3HU M TIOJIYYECHHBIM B pe3yJIbTaTe

€C HOCHUTCIILCTBA OIIBITOM WJIM Bpada, HMCHOIICTO HCO6XOI[HMBII>1
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OTIBIT B JICUEHUU TOTO WJIM MHOTO 3a00JIEBaHUs), @ TAK)KE DPa3BU-
ThIE COLIMAJIbHBIE OTHOIIEHUS. ABTOPUTET — 3TO HACTABHUK B
00J1€3HU, HOCUTENh OTBITA, OMPEACICHHOTO OTHOIICHHS K 001e3-
HU, B TO BpEeMsl Kak JieUalllil Bpau HE BCET/1a MOXKET BOCTIPUHU-
MaThCs B KAUECTBE aBTOPUTETA, OH HE BOCIIPUHUMAETCSA KaK HO-
CUTEJb MPOKUTOTO, «KUBOr0» 3HAHMS. 3a TOMCKOM aBTOPUTETA
CKpBIBAETCSl OMpEICNICHHAs! KyJIbTypHasi MOTPEOHOCTh, 0COOEHHO
SAPKO MPOSABJISIIONIAs ce0sl B TPAJULMOHHBIX KYJIbTypaxX, - IO-
TPEOHOCTH B yUHTENE, JIUJIEPE 3HAHUS U OTIBITA.

CTONKHOBEHHE KYJIBTYPHBIX IMOIXOJIOB K OHMOCOIMATIBLHO-
CTH B MEIOUUHHE, TPAAWIMOHHOIO BOCTOYHOIO W 3allaJIHOrO,
MPUBOJAT K KOHKYPEHIIMM Bpadya U HAaCTaBHMKA, OOJIE3Hb CTAHO-
BUTCS WMCTOPUEN MAlME€HTA, OKA3bIBAIOIIETOCS I0J] BIUSHHUEM
JIBYX BEPCUN COOCTBEHHON OMOUIACHTUYHOCTH — MEAUIIMHCKON U
KYJbTYPHO-TPAIUIIMOHHON, TPEOYIOIIUX pa3HBIX IMOJIX0JI0B K
MMOHUMAHHUIK NMPUYMHHO-CIICICTBEHHBIX CBS3E€U, AEHUCTBUIO U OT-
HOIIICHUIO K OOJIC3HHU.

[IpekpacHO WILTIOCTpalMEN BO3JAEHUCTBUS KYJIbTYpbl Ha
nporecc omoconuanu3anuu seisgercs Kurail. B ucciaenoBarens-
CKOM JTUTEpaType pacCMOTPEHBI OCOOCHHOCTH OMOCOITHATU3AIINT
B Kutae Ha nmpumepe cooOliecTB NalMeHTOB ¢ TUa0ETOM, U JIIO-

JIeH, CTPAAIOLINX PAKOM.
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VYHUKaAIbHBIA KyJbTYPHBIM KOJI, a TaKXe OOIIEeCTBEHHO
NOJIMTUYECKUM CTpOM mo3BoJIsieT HaMm HaOmonath B Kurtae dop-
MBI OMOCOITMATBFHOCTH, HE TIPHUCYIUE 3anaaHbsiM cTpaHaM. Oco-
0oe 3HaueHHWe 37Iech NpuoOpeTaeT MaTepHAIN3M, CEMEHHO-
POJICTBEHHBIE CBSI3U, AKIICHT HA KOJUICKTUBHOM >KU3HU U MEHb-
1asi 3HaYMMOCTh aBTOHOMUH TMAITUEHTA.

dyHaaMeHTaTbHBIM OCHOBAHHEM BBICTpauBaroIieics Ouo-
COIMAIIBHOCTHU CpeIr OOJIBHBIX Ma0ETOM, SIBISETCS HEOBEPHE K
CHUCTEME 3/I[pAaBOOXPAHECHMS, & TAKKE OTCYTCTBUE aBTOPUTETA K
BpauaMm. B 3Toil cBsSI3M OrpoMHOE 3HaU€HHE MPUOOPETAET KYJIb-
Typa HaCTaBHUYECTBA, (DOPMHUPYIOMIASCS U3 JIFOACH, JOJITO U yC-
MENTHO COMPOTUBISABIIMXCS auadery. OHU clyKaT UCTOYHUKOM
3HaHUU 11 IpyTrux O00JbHBIX. OAHAKO TOA00HAsI CUTYaIIUS TaK-
KE UTPaeT Ha PyKy Pa3IMYHbIM HEJO0OPOCOBECTHHIM OpraHU3a-
UM, KOTOpBIE, MOJIb3YsCh OTHOIIICHUEM HACEJICHHS K Bpauel-
HOM NpakTUKe, MpeAsiaraloT pa3iandyHble KOHTpadaKThl U MOTYT
pEKJIaMUPOBaTh HE MMEIOINIME 0] COOOM HAay4YHBIX OCHOBaHUU
MTHOBEHHBIE CIIOCOOBI JIeUEeHOHUSI.

H. bankeHO60opr oTMe4aeT, 4To BaXXHBIM (PaKTOPOM Pa3BH-
TS OWocolMaIbHBIX Tpynn B Kutae B CBA3U ¢ 3a00j€BaHHEM

I[I/Ia6eTOM SABJIACTCA OTCYTCTBHUC CUCTCMATUYCCKOI'O pacCIipocTpa-
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HEHHs TOCY/IapCTBOM 3HaHHiT 0 auabere'”. DTy poib Ha cebs Ge-
PYT pas3nu4HbIe YacTHbIC opraHm3anuu. OHU TPOBOIAT KOH(DeE-
PEHITNHU, CTUMYJUPYS Y4acCTHE PA3THYHBIMU MPHUSTHBIMU OOHY-
caMu Bpojie OECIUIaTHOTO aHaJIM3a KPOBU Ha caxap WM Oecruiat-
HBIX JKYPHAJIOB, & TaK)K€ MPUTIIAMIAI0T HACTAaBHUKOB TPOBOIUTH
JICKIUU JJIS TIPUBJICYCHHS] OCHOBHOM ayJUTOPUU M OOMEHa OIbI-
TOM TIepeXuBaHHsS 00je3Hn. Ha ocHOBe MOJOOHBIX BCTpEY IIO-
CTereHHO (hOPMHUPYETCs IPyIIa MOTpeGHTe el HX TOBAPOB .

Baxnetimum dakropom O6uoconmnanmuzanun B Kurae sBis-
€TCSl aKCHOJIOTHYECKHUH: 0co0asi IICHHOCTh KOJUIGKTUBHOTO OJiara
¥ OCO3HAHWE BAXXHOCTH JI0JITa CIY>KEHUS OOIECTBY MOTYT CTaTh
MOIIIHBIMH JIETEPMUHAHTAMU TOBeIeHUsS OonbHBIX. [loaTOMYy
MUCCHEH OMOCOIMANBHBIX TPYIIT CTAHOBHUTCS MOUCK WHIAWBUIY-
JIBHBIX TPACKTOPUM, MMO3BOJISIOMIUX WHIUBULY OBITH MOJIE3HBIM
JUTSI OOIIIECTBA M TOCYIapCTBA, HECMOTPSI Ha CBOE 3a00JICBaHUE.

B ocobGeHHOCTH, 3TO KacaeTcsi pakoOBbIX OOJbHBIX, UCIbI-
THIBAIOIIUX PE3KOE CHIKEHHE PabOTOCIIOCOOHOCTH UM MMEIOIIUX
CEPhE3HBIC TICUXOJIOTHYCCKHAE MPOOJIEMBbI OT ONIYIICHUS CBOESH
HEHY>XHOCTU. buoconuanbHble TPYMIbl, COCTOSIINE W3 TMallUeH-

TOB, CTpAAAOIINX PAKOM, CKIIAAbIBAOTCA B LCHTpPAX pea6I/IHI/ITa-

“Bunkenborg M. The uneven seepage of science: Diabetes and biosociality
in China // Health Place. 2016. Vol. 39. P. 212-218. URI.:
https://doi.org/10.1016/j.healthplace.2015.02.015 (nata oOpamieHus
16.11.2021)

BTam xe.
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IIUU PAaKOBBIX OONBHBIX. OJIHUM U3 TAKUX IIEHTPOB SIBIISIETCS Op-
ranu3anus Jlenroans. JIenroanp SIBIISIETCS 4aCTHOM KOMIIAHUEH,
HE 3aHUMAaeTCs OJIArOTBOPUTETHLHOCTHIO U HE MOTY4YaeT JOTAIUui
OT rocyjapcTBa. 3apabaThiBa€T OHA Ha MPOBEJCHUU 3aHATUH, a
TaK)Xe€ Ha MPOJIaXKe CBOMX MPOJYKTOB MUTAHUSI B PaMKE CHeIra-
JIM3UPOBAHHON ueThl . OCHOBHBIMH KIMEHTAMH KOMIIAHHH SB-
JISIFOTCSL KEHIIWHBI, B CPEJTHEM OHU MPUCOCIUHSIOTCS B 4 pasza
garie 4eM MY>K4uHbI. B GonbmuHcTBE cBoeM uM Ooutbiie 60 e,
U KaK MPaBUJIO, OHU MPOUCXOAAT U3 CEMEN CPEIHETO WU BbIIIE
ktacca'.

PakoBbie OoOJIbHBIE, KaK TPABWIO, HMCIBITHIBAIOT PE3KOE
CHUKEHUE pabOTOCIOCOOHOCTH. DTO BBI3BIBAECT PA3IMYHBIC MCH-
xoJiorudyeckue mpodsembl. Kpome TOro, JOMOJHUTENIBHOE TICH-
XOJIOTUYECKOE JIaBJICHHE OOYCIOBJICHO KHUTAWCKUM MEHTAJIUTE-
TOM, C XapaKTEPHBIM JIsl HETO CTPEMJICHUEM MIPUHOCUTD TOJIh3Y
00l1lIeCTBY Ha MPOTSKEHUU BCEU KU3HU. Y MAIMEHTa, CTPaJiaro-
IIETO PAKOM, K CTpaxy MPexIEBPEMEHHON CMEpPTH, TIPUCOCTUHSI-
€TCs CTpax MepecTarh ObITh HYXKHBIM CBOEH CTpaHe. ITO UyBCTBO
B 3HAUUTEIBHON MEpE CHHUKAETCS HAJIUYMEM HACTABHUKOB, KO-
TOpPBIC SBJISIIOTCS JIFOABMHU, TTOOOPOBIIMMH PAKOM HIIM MPOKHUB-

IIMMMH B 6Op136€ C HUM JOCTATOYHO AJIMHHYIO HaCTb KU3HHU. Onn

" LiF., Wang C. “A Good Guy” Again: Biosociality in a Cancer Self-help
Organization // Medical Anthropology. 2021. Vol 40. Ne 1. P. 5.
"Ibid. P. 3.
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MPOBOJST JIEKIUH, PA3TUYHBIE 3aHATUSA, KOHCYJIbTUPYIOT APYTUX
3a00JIEBIIUX U HA CBOEM MpPHUMEPE MOKA3BIBAIOT, KAK MOXKHO OC-
TaTbCs “NOJIE3HBIM™ J1a’Ke MEPEHECs paK, MPOCTO MepeaBasi CBOM
OTIBIT JPYTHM .

OCHOBHBIM METOJIOM pEaOUIUTALIUK B YIIOMSIHYTOM BBIIIE
opranusauuu Jlenroanp sBISETCS 3aHATUE LUTYHOM. B3anMHbIN
KOHTPOJIb M HaOJIIOJCHUE APYT 3a APYroM MO3BOJSET y4aCTHU-
KaM MpeoAoJieTb TPYIHOCTH TPEHUPOBOK, BO BPEMSI KOTOPBIX
MPOUCXOJUT 3MOIMOHAIBHOE CIUIOYEHHE, a IMPUMEPHI JIIOAEH,
CIIPABUBIIUXCSI C PAKOM, IPAKTUKYS IIUTYH, JTAIOT APYTUM Haje-
KTy M BOIIO K km3HH' . [IOMHMO 3TOTO, CPEIN y4aCTHHKOB TaK-
YK€ TIPOBOJISITCS 3aHATHS MIEHUEM, TAaHIIAMU U Pa3InyHbIe OeCe/Ibl.

buoconmanbHOCTh B OpraHu3ali OCHOBBIBAETCS HA B3a-
UMHOM TIOJIIEPIKKE, 3allpeTe JAUCKYCCHM O pake U OOCYKIeHUs
COOCTBEHHOU UCTOPHUH 0O0JIE3HU. DTO MO3BOJISET CHUZUTH IICUXO-
JIOTUYECKYI0 Harpy3Ky Ha YYaCTHUKOB.

Uccnenosanne mpobiaeMbl OnocomnuaibHOCTH B Kutae mo-
Ka3bIBaeT, 4To (peHOMEH 00JIe3HU MOKeT (GOPMUPOBATH 0COOBIE
GbopMBl MIAECHTUYHOCTH TAIlUEHTa, MapajuiebHble O(HUIIAIbHO-
My MOHUMaHHUIO OOJIE3HU M €€ PENpe3eHTallMH B CUCTEME 3JIpa-
BOOXpaHeHUs. TpaauIlMOHHBIE COLIMATIbHBIE OTHOIIEHUS OKa3bl-

BAalOT BJIMAHHNC Ha BOCIIPHATHUC ITALIUCHTAMM HpeI[HI/ICEIHI/Iﬁ Bpa-

Ibid. P. 7.
Ibid. P. 4-5.
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4eil, a Takke Ha (HOPMUPOBAHME MPAKTUK MPOTHBOJICHUCTBHS 3a-
6oneBanusM. Mctopus 60Jie3HU MAlMEHTOB HAXOAUTCS B TECHOM
CBSI3U C COLMAIBHBIM YKIIAJIOM, TPAJAUIUAMU, TOCIOICTBYIOIIH-
MU B OOIIECTBE, U, B YACTHOCTH, C MHCTUTYTOM HAaCTaBHHYECTRBA,
3aKpPEIUIEHHBIM B KUTANCKON KYJIbTYpE U BOCIPOU3BOISIIEMCS B
KOMMYHHUKATHBHBIX NPAaKTUKaX COBPEMEHHOM MeIWLUHBI. buro-
rpadus NalMeHTOB U UX UCTOPHUS OO0JIE3HU B ITOM KOHTEKCTE SIB-
JSFOTCS OTPAXKEHUEM JEUCTBYIOIIMX KYJIbTYPHBIX HOPM U 3aKpe-
IJICHHBIX WM YTPAUYCHHBIX B KYJBTYPE MOJEIEH ITOBEACHUS, 10~
TPEOHOCTh B KOTOPBIX OIIYIIAETCS U BOCHPOU3BOJUTCA B JIO-

KaJIbHOM cpefie (B HallleM cllydae - MEAUIIUHCKOM).

1.2. CyOKyabTYpHBIH MOAX0/

CyOKynbTYpHBIM MOAXO0/ YUYUTHIBAET Pa3IMUHbIE MPOSIBIIE-
HUS KyJbTYPHBIX YCTAHOBOK BHYTPU Pa3IUYHBIX COOOIIECTB, SIB-
JSIOLIUXCSL HOCUTENISIMHM OIpeZesieHHbIX 3a0osieBanuil. Hampu-
Mep, CyOKYJIbTYypHBIH MOJX0J] OKa3bIBAETCS OCOOCHHO AKTyaJleH
JUI @aHAJIM3a COOOLIECTBA MITYXUX JIFOIEH.

I'pynna HocuTenen riyxoTsl O4€Hb pasHopoaHa. [myxora
MOKET OBITh KaK MPUOOPETEHHOM, TaK M HACJIEACTBEHHOM, CBS-
3aHHOM C TreHeTHYecKuMu myTtanusMmu. Kpome Ttoro, B rpymnmne

IIYXUX JIFOAEH €CTh MOATrPYIIIA IOJb30BaTEIEH SA3bIKA KECTOB,
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KOTOpast 3aluIIaeT OTACIbHYIO HICHTUHIHOCTh CO CBOEH KYJIbTY-
PO U SA3BIKOM KECTOB - BAXKHEWINEW XapaKTEPUCTUKOW JIMYHO-
CTHOM MIeHTHIHOCTH . COOBLIECTBO HOCUTENEH SI3BIKA JKECTOB
B CBOIO OYEpE]b JCIUTCS Ha JBE TPYMIBL: TIIYXUX OT POXKIACHUS
BCJICACTBUE HAIMYUS ONPEACICHHBIX TCHETUYCCKUX MYTAlUd U
Ha TPYNNy MOJYYUBIIUX ATy OCOOCHHOCTh B T€UYCHHUE XKU3HU. B
IpynIe TIyXUX OT POXKIACHHS TOXKE CYIIECTBYIOT Bapuaruu. Oji-
HA YacTh TPYMIBI COCTOUT U3 3JOPOBBIX POAUTENEH U OOIHLHOTO
pebeHka, Apyras OXBaThIBaeT TUIYXUX POJUTENICH M UX peOeHKA.
Bo BTOpO# Tpymnmie poauTeN MOTYT UCTIBITHIBATH OOJIBIIICE TYB-
CTBO CBSI3U CO CBOMMH JIETBbMH Oyarogapsi CXOXKeMy OIBITY OT-
HOIIICHHUSI C MHPOM, OOIITHOCTH €TI0 BOCIIPHUSTHS.

BOABIIMHCTBO YJICHOB 3TOHW TPYIIIBI SBISIOTCS HOCUTEIS-
MU CyOKYNbTYpHI TIyXuXx. Oco3HaHUE CBOEH NMPUHAIC)KHOCTH K
MUPY TJIYXUX 3a4acTyl0 CTaBUT IIO0JI BOIPOC OOIICTIPUHSTHIC
IPEACTaBICHUS] O 3JI0POBbE, HOPME M IaTOJOTHH. [JyXoTa B
CyOKyIbTYp€ TIYXHUX WIH CIa00CIBIIIAIINX HE BCET/Ia CUUTACTCS
3a00JIeBaHMEM, a 3a4acTyl0 PaCCMATPUBAETCS JIMINb KaK WH]IU-
BUJIyaJibHass 0COOCHHOCTh, 00JIee TOro, KaK OTJINYHE, OT KOTOPO-
ro JaJeKo He BCerja XOTAT U30aBIISThCS, TOCKOIbKY OHO CTaHO-

BUTCSl OCHOBAaHHEM CYOKYJIbTYPHOM CaMOUACHTU(DUKAIIHH.

"Rodriguez-Martin D, Rodriguez-Garcia C, Falco-Pegueroles A. Ethno-
graphic analysis of communication and the deaf community's rights in the
clinical context // Contemp Nurse. 2018. Vol 54. No 2. P. 126-138. P. 4.
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Hctopun MeanMHbBI U3BECTHBI CIIy4Yau, KOTJla P POKIIe-
HUU 3]I0POBOTO peOeHKa MPEICTaBUTEIU CYOKYJIbTYPhl TUIYXUX
MOTYT BBIpa)kaThb MpochbOy MpOBEJAEHUS Yy peOeHKa omnepaiuu mno
YCTPaHEHUIO CITyXa, YTOOBl HE JIUIIUTh peOCHKAa MHpA, MPUBBIY-
HOTO JUIsl UX POAUTENEH, UX CYOKYJIbTYPHI.

ITo 3TOM KE NMPUUUHE POAUTENU - HOCUTEIMU IIIyXOTHI - MO-
TyT OTKAa3bIBaThCSI OT OMNEpAIMU MO YCTAHOBKE KOXJICAPHBIX MM-
IJIAHTOB.

Koppecnonaentka pycckoit ciayx061 BBC News H. 3o0to0-
Ba MPUBOJIUT CJIOBA MaMbl IIyXOro pedeHka, KOTopasi OTKa3bIBa-
€TCSl CTAaBUTh CBOEMY pPEOCHKY KOXJICApHBIE HMMIUIAHTBL. IJTO
npuMep OMOKOHCEPBATUBHOM TMO3WIIUM, TPEIoiaraiomniei He-
BMEIIATENICTBO B MPUPOJIHBIA MPOLECC, U HEJOBEPUE TEXHOJIO-
TUYECKOMY TIPOPBIBY, JIOMAIOIIEMY CYOKYIbTYpY TIIyXux: «5 ca-
Ma TiyXasi, MOM POJIUTENIM TOXE€, U Mbl BOCHIPUHUMAEM KHU3Hb
COBEPIICHHO HOpMaJIbHO. Ham xopomio B cBOEM Mupe, Mbl 3Ha-
€M, KaK MOXHO HUTb, 3apabaThiBaTh. Sl X04y, 4TOOBI ChIH OCTaJI-
CS TAKHM, KaKAM €r0 CO3JIaJIa IIPHPOIay .

[Togo6GHOE MO03pUTENbHOE OTHOIIEHUE K OMOTEXHOJIOTH-
SIM MOTYT BBICKA3bIBaTh U TMPEACTABUTENIN JIPYTHX CYOKYJIBTYD.

Hanpuwmep, I1.JI. TumeHko npuBoAUT €mie OJWH MPUMEP, KOraa

30roBa H. «TaKoii ke, Kak MbI»: [10YeMy IIyXue He XOTAT BO3BpallaTh
cBouM Jietsm ciyx // leru. 2017. URL: https://deti.mail.ru/news/takoy-zhe-
kak-my-pochemu-gluhie-ne-hotyat/ (nara obpamenus 16.11.2021)
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00BEUHSIONINE CIEMbIX U TIYXUX aCCOIMAIMK BBICTYIAIOT «CO
CHelUaIbHBIMU 3asBJICHUSIMHU MPOTHUB IUJIAHOB pPa3pabOTKH Te-
HOMHBIX METOJOB JICYEHUS CJIETOTHI, ITOCKOJBKY Pa3BUTHE II0-
CJIEIHUX TPO3UT THOEINbIO I UX 0COOBIX CYOKYJBTYp, aKKyMYy-
JUPYIOIUX CHeNU(PUUYECKHEe U HEU3BECTHBIE B «HOPMAJIbHOM
Mupe neHHOCTHY . CIIeroTa, Kak M TIyXO0Ta, B JAHHOM KOHTEK-
CT€ PacCMaTpUBAIOTCS KaK YHHUKAJIbHBIE ACIEKThl JIMYHOCTH, €€
OTJIMYUTENIbHBIC YEPTHI, MOJOOHBIE OTIWYUTEIHHBIM OCOOCHHO-
CTSIM PaCOBBIX WJIM 3THUYECKHUX TPYIIII.

B nenom, pa3BuTHE€ T€HETMYECKUX TEXHOJIOTHUM, COMpS-
YKEHHBIX B ClIy4ae MPEHATAIIbHOW AMArHOCTHKU C HAIMPaBJICHHO-
CTBIO Ha DJIMMHUHALIMIO HWHBAIUIHOCTH (4Yepe3 abopTUpOBaHUE
HEXEJIAHHBIX TUIOJ0B), MOXET PACLIEHUBATHCSA KaK IMPOEKT, JIU-
AU UHBAIWAOB IPAaBa HA BBIPAXKEHUE CBOEHU YHUKAJIBHO-
CTH, HETIOBTOPHMOCTH OBITHS M LeHHOCTel . ITo 3Toif mpuunHe
YCHJIMBAIOIIASICSl TEHETH3aIUsl 00IIeCTBA MOJBEPraeTCs KECTKOM
KpuTHke. ['eHeTn3anus HaunHAeT pacli€eHUBAaThCs KaK HACUIIbCT-
BEHHAas MpPAKTUKa, yrpokarouiasi KyJbType JIOKaJbHBIX CO00-

mIcCTB.

2OTI/II_I_ICHKO [1.1. buoBnacts B smoxy 6uorexnonorui. M.: Ud PAH, 2001.
C.55.

*'Miller P.S., Levine R.L. Avoiding Genetic Genocide: Understanding Good
Intentions and Eugenics in the Complex Dialogue Between the Medical and
Disability Communities // Genet Med. Vol. 15. Ne 2. 2013. P. 95-102. URL:
http://www.ncbi.nlm.nih.gov/pmc/articles/PMC3566260/ (nata obpaieHus:
28.09.2019)
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Hocutenu riayXxoThl OCO3HAIOT CBOIO HACHTHYHOCTH Oa-
rojaps HaJIMYUIKO OCOOEHHOIO SI3bIKa U BMECTO (DOKYCHPOBKHU Ha
HEJIOCTATKE CIIyXa CTaparoTCs LEHUTh BO3MOXHOCTb HCIIOJbB30-
BAaHUS BU3YaJIbHOI'O M TAKTWIBHOTO OMNbITa. MHOTME U3 HUX TIO-
JIararoT, YTO OHU HE HYXKJIAIOTCS B «PEAKTUPOBAHUNY U AKTUBHO
HACTaWBAIOT HA WX NPHU3HAHUU OTAETHHON CYOKyIbTypoil. B
ATOM CBSI3M CYIIECTBYET OIpeeIeHHbIN KOHMIUKT MEXKIY MPH-
3HaHWEM ce0si HOCUTEJIEeM OIPEACIICHHON CYyOKYyJIbTyphl U TIPH-
3HaHHEM COOCTBEHHOH HHBaIUAHOCTU. boiiee Toro, 00JIE3HB
MOYET BOCIIPUHUMATHCS KaK OMPEACICHHOE MPEUMYIIECTBO.

VYnomsnyTtoe Boiie nHTEPBbIO H. 30TOBOI 3akaHUMBaeTCs
MapajioKCaJIbHO OTKPOBEHHBIM PACCYX JICHUEM JIBYX IIyXHX JIIO-
neit: «Moxet ObiTh, B 80 5er, korna s Oyay coBceM crapas, s
caenato ceoe KU (koxneapusiit ummnant-npum. O. [Tonosoii) —
MPOCTO MHTEPECHO MOHSTh, KAK TaM, B MHUPE CIBIIAIIUX ‘». -
«Yero myraemb? — BMmemuBaetrcss Cepreil. — Sl — na Hu 3a
qro!»*’. B 9THX BBICKA3BIBAHMSIX OTYETIMBO MPOCICKUBACTCS
OTYYKJICHUE OT MHUpa CHBIIIANIMX JIFOJCH U JaXe ONMpeaeIcHHAas
HE3aMHTEPECOBAHHOCTD B ’TOM MUPE, €I0 HENMPUATHE.

Coo0111eCcTBO TIIYXUX JIFOAEH BBIHYXIECHO aKTUBHO JIOOOU-

pOBaTh CBOM HMHTEPECHl B TOCYIAapCTBEHHOU cdepe, 3ammuias

*3otoBa H. «TaKoii ke, Kak MbD»: [10YeMy IIyXUe He XOTAT BO3BpallaTh
cBouM Jnietsim cinyx // etu. 2017. URL: https://deti.mail.ru/news/takoy-zhe-
kak-my-pochemu-gluhie-ne-hotyat/ (mara obpamenus 16.11.2021)
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IIpaBa YeJIOBEKa B Pa3jIWYHBIX COLUAIbHBIX MHCTUTYTaX, B CHC-
TeMe 3JpaBOOXpaHeHHUs M oOpa3zoBaHus. Tak, MHOTHE TIyXue
rpaXJaHe KpailHE HETaTUBHO OT3bIBAIOTCS OO0 OKa3aHHOM Bpa-
yeOHOM mnomomu. M3-3a TpynHocTed mnepeaauud uHPopManuu
OOJIBHBIM CIIO’KHO paccKa3aTh O CBOMX CUMOTOMax 3a00JieBaHUUI
WINA UX Ha3BaHMSIX, OOBSCHUTH HIOAHCHI CBOMX OOJIEBBIX OIIYyIIE-
HUMN WIK 0OCOOCHHOCTENH CaMOYyBCTBHUSI.

Kpome Toro, 601bpHBIE C TIyXOTON CTAJKHWBAIOTCS C TPO-
(deccroHanbHBIMU NpeayOexaeHusiMu. Hanpumep, MHOTHE Bpa-
Yy OMIMOOYHO MOJIararoT, YTO OOJBHBIE YMEIOT MPEKPACHO YH-
TaTh Mo rybam. Bpauy HeoOXoaumMo BBICTpauBaTh KOMMYHHKa-
IIMIO CTPOTO OIpeAeNIeHHbIM 00pa3oM: HH(POpMUPOBATH OOIBHO-
r0, UCIOJIb3Ys ONPEACICHHbIA TEMIT PeUr, HE YNOTPEOIATh CIie-
U(PUIECKUX MEIUIMHCKUX TEPMUHOB, YCTaHABINUBATH 3PUTENb-
HBIM KOHTAaKT C MAllMeHTOM M HE UMETh crieluPpuieckux puznye-
CKHX U OJHOBPEMEHHO KOMMYHHMKATUBHBIX MpErpaj, TaKUX, Kak
O0opojia, yCbl U MacKu, KOTOpbIe HE MO3BOJIAIOT MAIlMEHTY HOpP-
MAJIbHO BOCTIPUHAMATh PeUb .

Takoro pona KOMMYHHMKaTHBHbIE IPOOJIEMbI HOCSIT CHC-
TEMHBII XapakTep, OTpa)kas JOCTATOYHO HAIPSKEHHBIN Xapak-

TCp BBaHMOHCﬁCTBHH TIIyXux J'IIOI[GfI C pa3iiIM4HbIMH COLIKAJIb-

BJohnson S, Stapleton L, Berrett B. Deaf Community Cultural Wealth in
Community College Students // J Deaf Stud Deaf Educ. Vol. 25. Ne 4. 2020.
P. 438-446. P. 9-10.
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HBIMH HHCTHUTYTAaMHU U CYIIECTBOBaHHE OapbepoOB KOMMYHHUKa-
I[UU, JOTAJIaThCsl O KOTOPBIX OBIBACT UPE3BBIYANHO CIIOKHO.

Tak, B penopraxxe H. KanamHnkoBon, mOCBSINIEHHOM BO-
mpocam Bephl TIYXHUX JIIOJEH M )KU3HHM XpaMa JIJIsl ca0oCbIIa-
mux B Cankt-IlerepOypre, paccMarpuBaeTcs MOXo0XKash CUTya-
YsA, KOrja TIIyXu€ HE€ MOTYT HCIOBEAOBATHCS, MOCKOJIbKY HE
3HAIOT TAKUX YKECTOB, YTOOBI OOBSCHUTH CBOW MPOCTYHKHU. Mm
TaK)Xe TSKEJIO MEePEBECTU CBOM SI3bIK )KECTOB Ha S3BIK CJIOB. M
K€ B XpamMe€ OHM BBIHYKJIE€Hbl UMETh MOCTOSIHHBIN 3pUTEIbHBIN
KOHTaKT C CYpPJOINEPEBOJYMKOM, KOTOPBIM OyAeT JOHOCUTH 10
HHX CMBICI CIyXO0bI". B crcTeMe 06pa3oBaHMs TakKe CHTYaIs
BO MHOT'OM aHaJIOTUYHasI.

[TucbmMeHHass pedyb TakXKe MOXKET ObITh HEJOCTYMHa IITy-
XUM JIOJIIM M3-3a HAJIUYMsS CIEHHAIbHOM TEPMHUHOJIOTUU WU
CIIO)KHOCTH TekcTa. [ToaTomy Takast nHpopmarust 10KHA ObITh
aJarTUPOBaHA JJIsl MMAIMEHTOB € TIIyX0TOoW. B MenuuuHckou cpe-
JIe OTCYTCTBHE KOMMYHHKAIIMKM KpaifHE HEraTUBHO BJIUSET HA Tia-
I[MEHTOB, U YacTO MPUBOJUT K TOMY, YTO OOJBHOM 3a4acTyro He
MoJly4aeT HeoO0XoauMoil uHpopMalnuu O CBOeM 3a00JIeBaHUU
WM HE 3HAET, KaKO€ MEIUIIMHCKOE BMEIIATEILCTBO €My OKa3bl-

BaeTcsa. Hanuune nepeBoIUNKOB OTYACTH PEUIAET 3Ty CUTYALUIO,

YKanamuukosa H. «I'myxuie He MOTJIHM UCTIOBEAATHCS — HE 3HAIHM TaKUX
YKECTOB, UTOOBI 00BSICHUTH Tpexu» // [IpaBmup, 2021. URL:
https://www.pravmir.ru/gluhaya-tserkov/ (mata oopamienust 16.11.2021)
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OJIHAKO OHM IPUBIIEKAIOTCS TOJBKO B CEPbE3HBIX CIyYasiX, KOI/a
OIIMOKM MOTYT MPUBECTH K HEOOPATUMBIM MOCIEACTBHIM, Ha-
TpHUMED BO BPEMsI GEPEMEHHOCTH .

Kak ormeuaer H. 30ToBa, «Y TIiIyXWX MPHUHITO BCE TOBO-
pUTH NPSAMO. 37eCh Aake 0 COOCTBEHHBIX OOJIE3HAX pacCKa3blBa-
10T 0€3 CTeCHEHHUS: C BpayaMH INTyXUM B3aUMOJIEHCTBOBAThH TPY/I-
HO (1a ¥ C TIEpEBOTYMKOM BO BpauyeOHOM KaOWHETE TOXKE KaK-TO
HEYIOTHO), TIO3TOMY JIENATCS OIBITOM, KTO KaK JICUATCS» .

Heobxoaumo Takxke MMETh BBUAY OCOOCHHOCTH BOCIIPH-
ATHSA TIyXWMHU JIIOJBMH CBOETO COOCTBEHHOTrO Tena. Peun maer
y’K€ HE CTOJIbKO 00 OTCYTCTBHUH CiIyXa, CKOJIBKO 00 0coboi ce-
MaHTHKE Tela, HanmpuMmep, 00 0cOOOM 3HAYEHUHU, KOTOPHIM HajIe-
JISIFOTCS T7Ia3a WK YeTTOBEYECKHE PYKH.

K coxanenuto, Bpaun 4acTo HE yUMTHIBAIOT 3HAUECHUS PYK
JUI CaMUX TAIUEHTOB, SIBISSICH HOCUTEISIMUA JIPYTOTO TEJIECHOTO
ompITa. Mexay TeMm, PyKH 3a4acTylo SBIISIOTCS MPAaKTUYECKH
CIMHCTBEHHBIM CPEJICTBOM OOINEHHUS C OKPYXKAIOIIMM MHUPOM M
OOJIbHBIE OTHOCATCS K HUM C O0COOBIM MuETeTOM. B 3TO# cBsi3u

HCOXHNAAHHBIC IJIA I'NIYXOI'O YCJIOBCKA I[GﬁCTBH?I BpOJC YKOJIa NI

> Johnson S, Stapleton L, Berrett B. Deaf Community Cultural Wealth in
Community College Students // J Deaf Stud Deaf Educ. Vol. 25. Ne 4. 2020.
P. 438-446. P. 13.

26 30roBa H. «TaKoii iKe, Kak MbI»: [10YeMy IIyXUe€ HE XOTAT BO3BpAILATh
cBouM nietsam ciyx // letu. 2017. URL: https://deti.mail.ru/news/takoy-zhe-
kak-my-pochemu-gluhie-ne-hotyat/ (nara obpamenus 16.11.2021)
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IPUKOBBIBAHMS K HOCWJIKAM CTAHOBSTCSI OYEHb CTPECCOBBIMHU U
TPABMHUPYIOIMMHU -, JTHIIAS €r0 MPUBBIYHOMN CBSA3H C MUPOM.

Kpome Toro, B Mupe cripllIaliuX HE TaK pa3BUTa IOBBI-
HIeHHas TaKTWJIBHOCTh, XapakTepHas 1js mupa riayxux. [lo atoi
OPUYMHE BO3MOXKHO HEMOHUMAHUE KX PA3BUTOM TaKTHJIbHON
KYJBTYpPbI U CIOCOOOB KOMMYHMKAIH, BBICTPOCHHON Ha OCHOBE
HeBepOaIbHONW 3HAKOBOM cucTembl. CTpeMiieHHe MOCTOSHHO
JepKaThCsl 3a PyKH, OOHUMAaTh, ObITh B HEMTPEPHIBHOM TEJIECHOM
KOHTAKT€ HE BCErJa MOHATHO MUPY CIIbIIIAIIUX.

Henocrarounass mHGOpMHPOBAHHOCTh Bpaudeil BbI3BHIBAET
KpalilHe HEraTMBHOE BIIMSHHME HA 3/I0POBbE MALIMEHTOB U 3aTPY/]I-
HSIET CBOEBPEMEHHBIN BBIOOp JieUeHHs. 3a4acTylO IJIyXue Mallu-
€HThI BBIHYKJICHbI HAHUMAaTh CYPAONEPEBOAYMUKOB JIJIsl OOICHUS
C MMpPOM MEIUIMHBI U CUCTEMOI oOpa3oBaHus. ['myxue cryaeH-
Thl AKTUBHO 3aIMIIAIOT CBOE IIPABO HAa 00pa30BaHUE, IOCTOSHHO
pocCBellas MpenoiaBareyieil 1 COKYpCHUKOB O CBOMX COCTOSIHU-
AX, pa3BerBasi MU(PBI O CBOEM COCTOSHMM 3[I0POBbs. 3a4acTylo
TJIYXHUM JIFOASM HY>KEH KOMMYHUKATUBHBIA MOCT B JIULIE IPYTOTrO
YeJI0BEKA, O3BOJISIONIEr0 COEAUHUTD J1BA Pa3HbIX MHUpa, TIOMOYb

UM TIOHATH APYT Apyra. Takum MOCTOM, HAIIPUMEP, MOKET CTATh

2TJohnson S, Stapleton L, Berrett B. Deaf Community Cultural Wealth in
Community College Students // J Deaf Stud Deaf Educ. Vol. 25. Ne 4. 2020.
P. 438-446. P. 10-12.
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c1aboCBIIIAIINN YeTOBEK, KOTOPBIA CIIOCOOCH TOHSTH ABAa MUPa

- MUD CJIBIIAIIUX JIFOJAEH U MUD, JINIICHHBIA 3ByKA.

1.3. CunapeMu4ecKkui MOAX0

[Ipu ananu3e cucTembl 3IpaBOOXpPAHEHUSI B PaMKax CHH-
JEMHUUYECKOTO TOJIX0/1a 3JI0POBBE paccMaTpUBaeTCs Kak OHOCO-
IIAATBHBIA W MOJuTHYeCKui ¢deHoMeH. COCTOSHHE 370pOBbS
00yCJIOBIIEHO HE TOJBKO BHYTPEHHHMH NMPUYUHAMHU, HO U KOH-
CTUTYUPOBAHO IIEJIBIM PSJIOM BHEITHUX (PaKTOPOB.

CHUHJIEMUKOM B y3KOM 3HAaY€HHH Ha3bIBAIOT COBOKYMHOCTh
B3aMIMO3aBUCUMBIX JIBYX WIM OoJjiee 3a00JeBaHUN WIN APYyTUX
OMOJIOTMYECKH OMAacHBIX cocTosiHui. Hanbonee yacto oHU TpOsiB-
JISIFOTCS B YCJIOBUSIX HEPABEHCTBA B JOCTYIIE K MEAULIMHCKAM YCITy-
ram. [loaTromy HacesneHue, Onarojgapsi TaKMM B3aUMOJICHCTBUSM,
VICIIBITBIBAET JOMOJIHUTENBHBIE TPYAHOCTH NpH JieueHnn. Kiaccu-
YECKUM MPUMEPOM CHHJIEMHUYECKOTO TMOJAX0JIa B 00JACTH 3/IpaBO-
OXpaHEHHUS SIBJSIETCS YUET B MparMaTuke MEIUIMHCKUX JAEHCTBUN
ABOJIIOIMU TOTO WJIM MHOTO 3aboneBanus. Hampumep, pazButuio
BUY yacto comyTcTByeT pasButue TyOepkyiesa, riae BUY ycko-

. . 28
psieT TIepeXo/1 U3 JTATEHTHOM CTaiH TyOepKyé3a B aKTUBHYIO .

*!Singer M, Bulled N, Ostrach B, Mendenhall E. Syndemics and the bioso-
cial conception of health // Lancet. 2017. Vol. 389. Ne 10072. P. 941-950.

30



[Ipu Gone3nn IlapkuHCOHA MHOTHE TAIMEHTHI CTPAJAIOT
OT U3JIMIIHEN JTHEBHOW COHJIMBOCTH.

Koraga mbl roBOpHM O XM3HU OHMOCOLMAIIBHOM TPYIIIIBI,
00BEIMHEHHON TIO0 MPU3HAKY HOCHUTENIbCTBA KaKOro-nOo 3a00-
JIEBaHMS, HANPUMEDP, MYKOBUCLHI03d, MBI JTOJKHBI YUYHUTHIBAThH
COIMAJIbHBI KOHTEKCT, KOTOPBIM BIMSET Ha MpOTEeKaHUEe 0oJe3-
HU, a TaKXe MNPUHUMAaTh BO BHUMAHHE YCTAHOBKU OKPYKECHMS
(HampuMep, BEPOSATHOCTh CYIIECTBOBAaHUS CTHUIMaTH3alud I10
OTHOILIEHHUIO K OOJIbHBIM), 5JKOHOMUYECKHE YCIOBUS U MHOXKECT-
BO JPYTUX (PaKTOpOB. DTO MPHUBOJUT K MPEKIACBPEMEHHOMY Ha-
qairy 3a00J1€BaHus, MOPOKAAET Pl TPYIHOCTEN B JICUEHUH U JU-
arHOCTHKE, YBEIIMYEHUE SKOHOMUYECKUX U BPEMEHHBIX 3aTpart.

CuHeMUYeCcKUE B3aUMOJCUCTBUS MOKHO PA3MISIAECTh U B
PacCMOTPEHHBIX HAaMH BBILIE NpUMEpax. Tak OTCYyTCTBHUE HOP-
MaJbHOTO JOCTYyNa K 3/[paBOOXPAHEHUIO B COOOIIECTBAX TITyXHX
JIOJIEH, a TAK)KE OTCYTCTBHE IOJDKHOTO YPOBHS IPOCBEILICHUS
CO3JAa€eT CUTYalMI0 IOBBIIIEHHOIO PHUCKA 3apaKeHUs BUY”.
Muorue nanueHTsl ¢ opdaHHBIMH (PEIKUMH) 3a00JICBAHUSIMU
crpazaror genpeccusamu. M nemno 3nech He TOJIBKO B TSKECTH 3a-
00JIeBaHUs, HO U B MOILITHOM BJIUSIHUM SKOHOMHUYECKOTO (pakTopa.

HenocraTok cpencTts, OTCyTCTBHME TOCYAAPCTBEHHOW IMOIEPKKU

% Peinkofer J. HIV education for the deaf, a vulnerable minority. Public
Health Rep. Vol. 109. Ne 3. 1994. P. 390-396.
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B JICUCHUU TOTO WM HWHOTO 3a00JIeBaHMs, 3aBUCUMOCTH OT
CpencTB OJIArOTBOPUTEIHHBIX (DOHIOB OKa3bIBAIOT HETATUBHOE
BO3JICHCTBHE HA TeUCHUE 3a00JICBAHMSI.

B To e BpeMsi B COOTBETCTBHH C CHHJIEMHUYCCKHM ITOXO-
JIOM BaXHO YYWTHIBaTh, KaKOE€ BIWSHHUE OKAa3bIBAIOT JOMHUHH-
pyIolfe KyJIbTypHblE KOHCTPYKIIMM Ha (pOpMUpPOBAHUE TMpe-
CTaBJICHUH 0 370poBbe. 1 3/1eCh BHOBH MOYKHO BCIIOMHHUTBH OHMO-
COIMAJIbHBIE TPYIIIIHI (COO0IIECTBa) TIIYyXUX JIFOJAEH KaKk HOCHUTE-
Jer 0co0olt CyOKyJIBbTYphI, KOTOPBIEC JIaJiekKO HE BCETrJa OIICHUBA-
I0T COOCTBEHHOE COCTOSTHHUE KaK MaTOJIOTHI0, 00JIE3Hb, HO MOTYT
BOCIIPUHUMATH €T0 KaK 0COOCHHOCTb.

B nenom, cuHaeMuuecKUi NOAXOJ KOPPEIUPYET C Olpe-
JIENICHUEM 37I0pOBbsl, TpUHIATHIM BO3, B paMKax KOTOpPOTO TMOJ-
YEPKUBAETCA, YTO 370POBHEM SIBIIETCS COCTOSHUE TOJIHOTO (hU-
3MYECKOr0, JYIICBHOTO W COIMAIBHOTO OJIaromojydus, a He
TOJIBKO OTCYTCTBHE OoJie3Her u pusnueckux nedexron. IMeHHO
OJ1aroroyyre MalueHTa CTAHOBUTCS OMPECISIFONTUM (DaKTOPOM
JUIs1 yCTeHoM O0phOBI ¢ 3a00JIeBaHUEM U MOBBIIICHUS KaueCTBa
*u3HU. OHO TO3BOJIIET HE JIOMYCTHUTh BOSHUKHOBEHHE YCYTyO-
JSIOMIUX TPUYWH, BEIYIIUX K 000CTPEHUIO COCTOSHUS MAIMCHTA,
COKpAIIAOIINX MPOJIODKUTEIBHOCTh €r0 JKM3HU W YMEHBIIAI0-

mxX €€ Ka4CCTBO.
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1.4. HappaTtuBHBIH 0AX01, 0MOCOUAIBHOCTD

u opaHHbIE 3a00/1eBaHUS

HappatuBHblii 10aX04 aKUEHTUPYET BHUMAHHUE HA DK3HU-
CTEHIMATBHOM CTOPOHE KWU3HM MMallMeHTa, BepOaTn3aluy Maiu-
€HTCKOTO OIbITa B MHOTOYHCIICHHBIX AMOIIMOHAILHO 3apsKCH-
HBIX MCTOPHUSX M S3BIKE WHTEPHPETAIMH JIMYHOCTHOTO CTpajia-
Hus. [lepexiroueHre BHUMAaHHS ¢ MEXaHUCTHYECKOW WHTEPTIpe-
Tanuu 3a00J1€BaHUs K YK3UCTCHITMATHPHOMY MMOHUMAHUIO YUUTHI-
BaeT Pa3JIMYHbIE ACTIEKTHI MEPCOHATLHOM OOJM, BHIPAXKEHHbBIEC B
MTOBECTBOBAHUM.

[Ipu >TOM B OTHOIIEHUU U PEAKUX, U PACIPOCTPAHEHHBIX
3a00JeBaHUM 3a4acTyio0 (PUKCHUPYETCS HEBO3MOXKHOCTh aJIeKBaT-
HOW BepOanu3anuyu COOCTBEHHOTO CTpaJaHus, a Takke GeHOMEH
3aMbIKaHUs, yX0/1a B ceOsl.

BuyTpenHee AucTaHIUPOBAHHE OT CBOMX CTPaJaHUM MO-
KET BBIPAXKATHCS U B PEUEBOM OCTAaHOBKE. 3ajaueii Bpadya CTaHO-
BUTCSA OTKpPBITUE MHpa MalMeHTa, O0JIErYeHHe W MPEoAO0JICHUE
CTpaJlaHus, a TAK’Ke TIOUCK MO3BOJISIONIETO €r0 BHIPA3UTh S3BIKA.
dokycHpoBKa Ha pacckase MalMeHTa CBs3aHa ¢ 0coboM mepe-
OpUEHTalMEeN KIMHUYECKOro B3IJIsIa - ¢ OOJE3HU - HA €€ HOCH-
TEJsl, YEJIOBEKAa CTPAJAIOIIETO, C YaCTHBIX aCIEKTOB €ro KU3HU

Ha BCC €TI0 MCJIOCTHOC CYHICCTBOBAHUC.
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OmnmTedH u bak paccMaTpuBaroT ABa crocoba oderuyeHus
ctpananus. OOUH U3 HUX CBSI3aH C JAUArHOCTUKOW U JIEYEHUEM
3a00JIeBaHUM, B TO BPEMSI KaK BTOPOHM IMOJPa3yMeBAaeT OTKPbI-
TOCTB OTBITY MAIUEHTA C IEJIbIO BOMTH B €r0 MUP" .

[TauueHTsl, cTpagarouMe peaKUMH 3a00J€BaHUSMH, HC-
MOJIB3YIOT pa3inyHble (OPMBI TMOBECTBOBAHUS, HAMPUMEpP, ITO
MOXXET OBITh OJIOT, MOCBSIIECHHBIH COOCTBEHHOW MCTOPUHM WIIU
pacckaszsl 0 ce0e B XyJOKECTBEHHOU (hOpMe, 3TO TaKKe€ MOTYT
OBITH CTUXH WJIU JIPyTHE KaHpPbl TBOpUecTBa. Bce oHM BhICTYyTIA-
I0T KaK oObeIuHSIONUNA (pakTop, cocoOCTBYIOIUN OrocoIua-
a3anud 1 (OPMHUPOBAHHUIO YEpe3 TBOPUECTBO HOBBIX TpaHEn
UJCHTUYHOCTH, CMEIIasi €€ OT cyrybo OMOJOornyeckom, copMu-
poBaHHOM Yepe3 (pakT Hamuyusi oOUIMX 3a00JIEBaHUM, K COIMO-
KYJIbTYPHOM, PACKPBIBAIOLIECHUCS YEPE3 AKTHl TBOPUYECTBA U XYJI0-
YKECTBEHHBIE ITPAKTUKHU.

B Poccun MexperuoHalibHONW O1aroTBOPUTEIbHON 00-
IIECTBEHHON opraHu3auvei uHBanuaoB «CoOr3 MalMeHTOB M
NAalMEHTCKUX OpraHu3alMil Mo peaxkum 3a00JeBaHUAMY IPO-
BOUTCS MexayHapoaHblil hecTuBaib-KOHKYpC «Penkuit dec-
TUBadb». OH MO3BOJISIET MPUHSATH YYacTHE JIETSIM C PEAKUMU
3a00JICBAaHUSIMA B Pa3HBIX BHUJA XYJIOXXKECTBEHHOW camoesi-

TCIBbHOCTHU H ((06paTI/ITI)C$I K 3pUTCIIIO Ha CAWMHOM IJId BCCX

Epstein R.M., Back A.L. A piece of my mind. Responding to suffer-
ing. JAMA. 2015; Vol. 314. Ne 24. P. 2623-2624.
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SI3BIKE MCKYCCTBa» . DeCTHBAND HE OrPaHMYCH yYaCTHUKAMH C
PEAKUMH 3a00JICBaHUSIMH, B HEM YUACTBYIOT KaK JIETH C PEIKUMHU
3a00JICBaHUSMHU, TaK M 3JIOPOBBIC JCTH, YTO TO3BOJSET YIIyd-
IINTh YPOBEHb «B3aUMOJEHCTBUSA MEKIY 3J0POBBIMU JIETHMHU U
IETHMH C PEIKUMH 3a00ICBAHHSIMID .

Onen beHTOH, aBTOp CTHXOB O penkoil 0oie3Hu 6oJsie3HH-
['omre, oTMeUyaeT BaXKHOCTh TBOPYECTBA JUIS MAIMEHTCKON caMo-
HOJIZICPXKKA U €€ TIPOCBETUTEIBCKYI0 MUCCHUIO: «MOsI KHHTa MO-
KET PEBOJIFOIIMOHU3UPOBATH TO, KaK Bpaud B3aUMOJICHCTBYIOT C
HaIMeHTaMHU, CIIOCOOCTBYSI COUYBCTBHUIO U JIyUIIIeMy TTOHUMAaHHUIO
TeX, KTO CTpajaeT PEeAKHUMH 3a00JICBAaHUSMHU, YTO B KOHCYHOM
MTOTe MPUHOCHT IOJIb3y KaK Bpady, TAK M MALHEHTY» . OH OT-
MEYaeT TEPaNeBTUYCCKYIO (DYHKIMIO KHUTH, €€ KaTapCHUCCKHM
CMBICJI, @ TaKXe CIOCOOHOCTh TPEICTaBUTh Yepe3 TEKCT «HE
TOJIbKO MEIUIMHCKHE (aKThl, HO U 3MOIMOHAJILHYIO CTOPOHY
CTpajaHUs OT PEAKOro 3a00IeBAHI» .

CBueTEIHCTBO O 00U, O CTPAJAaHUU HE 005A3aTEIBHO IMO-

rpy’kaercs B MpauHylo atMocepy crpaxa u yxkaca. OHO Takxke

3'"MesxayHapoaHbIi MHOrOXKAaHPOBHIT (hecTHBATL-KOHKYpC «Peaknit hectn-
Banb». URI: https://spiporz.ru/rarefestival/opisanie-konkursa/ (nara o6pa-
menus 04.10.2022)

3Benton E. Writing as Therapy. First international congress “Narrative
medicine and rare diseases”. Istituto Superiore di Sanita. Rome, June 4,
2012. Proceedings/Ed. by Ilaria Luzi, Amalia Egle Gentile and Domenica
Taruscio, 2013. P. 8-10. P. 9.

*Ibid. P. 9.
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JTA€T BO3MOXHOCTh TPEOJOJICHUS U OOBITPBHIBAHUS CTpaJlaHuUs,
paccemBaHUs €r0 B HappaTUBE, OTpakasl CTPEMIICHHE TTPUBHECTH
YCTOWYMBOCTh BO BHYTPEHHIOIO KapTHHY MHpa TMalUeHTa, 00be-
JUHUTH C TIOMOIILI0 TTOBECTBOBAHUS MHOXKECTBO CTPAJIAOIINX S,
MOKa3aB CXOXECTh TMAIMEHTCKOTO ONBITA, JaBas BO3MOXKHOCTh
CIIPABUTHCS C JIMUHON B CXOKUX UCTOPHUSIX.

OtnenpHON MpoOIEeMOl, TpeOYIOIUX 0COO0r0 BHUMAHMS,
SBIIIETCSI TIpoOJeMa MEeTCKUX TMAIMEHTCKUX HAppPaTHUBOB, IMPO-
OseMa rojoca pebeHKa B MalUEHTCKUX COOOIECTBax. 3a4acTyro
JIETH, JaXKE €CIIM OHU CIIOCOOHBI MOHSATHh W MPHUHITH CBOW JUAar-
HO3, JIUIICHBI JOMyCKa B MUP MallUCHTCKUX HAppaTUBOB. VX WH-
TeprpeTanuu O0JIE3HH W CTPaJaHUs PEAKO TOCTUTAIOT OOIIEeTOo
MacCCHBa MAIMEHTCKUX UCTOPHH.

JleTn 3adacTyio JMINEHBI TpaBa Ha TOJOC M BBIPAKECHUS
COOCTBEHHOTO MOHMMaHMs 3aboyneBanus. PacmpocTpaHsromascs
YCTaHOBKA Ha MEPCOHATM3UPOBAHHOES, WHIWBUIYTU3UPOBAHHOE
JICYCHHE OTSITh )K€ HESBHO IOJIPA3yMEBAIOT WHJUBHIYaTU3UPO-
BaHHYIO KapTHUHY JICUCHHUS B3POCIIOTO MAIMEHTa, KOTOPBI MOXKET
pacckazaTh 000 BceX HIOaHCax MPOTEKaHUs 3a00JeBaHUS Ha
CTaHAAPTU3UPOBAHHOM B3POCJIOM SI3BIKE.

VY pebenka mpaBO CBUACTEIHCTBOBAHUS IEPEXBATHIBACT
B3pociblid. OJTHAKO OH CBHIETEIHCTBYET O 3a00JICBAaHUU CYIIIECT-

BCHHO HWHBIM CHOCO6OM, B3POCJIbBIM A3BIKOM, YTO HE BCCTrJa IT0-
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3BOJISIET PEJICBAHTHO OTPA3UTh UCTOPHIO OOJIE3HU caMUM peOeH-
KOM, pa3eNiuTh ero 0oiib M ero ctpagaHue. JleTckue rojgoca B
pacpoCTpaHEHHOM TMAIMEHTCKOM JHCKYpPCE SIBISIOTCS CBOETO
poJia «CKPBITOH CTEHOTPaMMOi», «0eceIo, MPOUCXOIAIIEH BHE
«CLIEHBI» ", COCTOSIIEH M3 3aKYIUCHBIX pedeil, JKECTOB U IPaK-
TUK, TMPOTUBOCTOSIIUX IMyOJIUYHOMY JUCKYPCY U XapaKTEePHBIX
JUTSI TIOYUHEHHBIX TPYIII, HaJ KOTOPBIMH CTOSAT JOMHHHUPYIOIINE
BJIACTHBIC OTHOINICHH. J[eTh 4acTo TOBOPAT TO, YTO OT HHUX XO-
TAT YCIBIIIATh B3POCIBIE.

Hcnonp3oBaHne HappaTUBHOTO TMOAXO0/a B WCCIICIOBAHHUH
MAIMEHTCKOTO OMbITAa W TIpollecca OMOCOIMANTHM3AIMA UMEET OT-
pomHoe 3HaueHre. OH OTKPHIBAET HOBBIC IYTH B COIMATU3AIIAN
MAIUEHTOB C PEAKUMHU 3a00JEBaHUSIMH, TJI€ BaKHBIM (DaKTOpOM
CTAaHOBUTCS TBOPYECTBO M JyX CAMOBBIPAXKEHUS, TOUCK HJICH-
TUYHOCTH, HE MPUBSI3bIBaIONICH Onorpaduio marueHTa NCKITFOUH-
TETHHO K OMOJIOTHYECKOMY CIOCOOY CYIIECTBOBAHMS W JIAOIIIC-
My BO3MOXHOCTh HAWTH OIOPY B CO3JaHUU HOBOTO W CO3/aTh
TOYKH TBOPYECKOTO Y3HABAHUS W TPHHITHS B COJUIAPHOCTH C
JIPYTUMU HOCUTEIISIMU MAIIMEHTCKOTO OTIBITA.

HappatuBHasi MACHTHYHOCTh KOHKYPHUPYET C HJICHTH(H-
Karue celsi Kak HOCUTENs 3a00JIeBaHUS, OTPEICICHHBIX TeHE-

TUYECKUX MYTaIui, XpPOHUYECKOTO MaTOJIOIMYEeCKOro IMmpoliecca.

3Cm.: Scott JC. Domination and the art of resistance: hidden transcripts.
New Haven, CT-London: Yale University Press; 1990. 251 p.
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OnHako UMEHHO CyOBEKTY MPEICTOUT BHIOpATh CBOWM COOCTBEH-
HBIM MyTh UICHTU(PUKALNHU, OTPEIETUTh c€0s1 B COOTBETCTBUU CO
cBOeH yHUKanbHOU cutyanumei. Ctpanatomias oppaHHBIM 3a00-
neBanueM Jluz3u Benackec (KOoTopyro M3-3a €€ BbI3BaHHOW 0o0-
JIE3HBIO BHEIIHOCTH HA3bIBAIOT CAMOW HEKPACUBOW >KEHIIMHOMN
MHUpa) OCTPO CTABUT JiJIsi ceOst MpoOIeMy CaMOMTOHUMAHUS U BbI-
O0opa cOOCTBEHHOW HWAEHTUYHOCTH, MPUHUMAs PEIIEHHUE OCTa-
BHTH 3TOT IIpoIiecc 3a co00i M UTHOPUPOBATH caM (pakT 3aboJie-
BaHHUs, aB BO3MOYKHOCTb BBIPAa3UTh CBOK KU3Hb 4YEPE3 CIOBO,
UJCHTUYHOCTh paccKa3zuuka v uutatensd: «Heyxenu g mo3Boo
JOJM, KOTOPbIE Ha3bIBAJIM MEHS YyJOBHUIIEM, ONPEIECIATh Me-
Hs? Heyxenu s MO3BOJIIO OMPENESATh MEHS TEM JIIOJSM, KOTO-
peie kpnyanu “Bepkeusr Hananmom? Her. Ilycts MeHs onpene-
JSA0T MOHU LENIH, YCIEXU M JOCTH)KEHMS, a HE BHEIIHOCTh, HE
IJI0X0€ 3pEeHHE U He 00JIe3Hb, O KOTOPOH HUKTO HUYETO HE 3HAET.
[ToaToMy s peminiia U3 KOKHA BOH BBUIE3TH, HO CHIE€NATh BCE BO3-
MOXKHOE, 4TOOBI CTaTh Jydllle, TOTOMY YTO MHE Ka3aJloCh, YTO
Jy4YIIUi cnocod OTOMCTUTH T€M, KTO CMEsUICd HaJ0 MHOH, KTO
JPa3HUJI MEH$, KTO Ha3bIBaJl MEHsI CTPAIIHON, KTO Ha3bIBaJl MEHS
YyJIOBHILIEM, — 3TO CTaTh JIy4lI€ U MOKa3aTh UM: “3HAETe, 4TO?
["'oBOpUTE MHE KaKHe XOTHUTE T'aJIOCTH, 5 Haillly UM IPUMEHEHUE.
S ucnonb3yro X Kak JIECTHMILY, YTOOBI MOJHATHCSA K CBOEH lLie-

mn”. Tak 1 m cnenana. S moHsua, 4TO XO4Yy CTaThb OPaTOPOM M
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BJIOXHOBJIATH JIFOJICH CBOMMH BBICTYIUICHUSIMH, XOUYy HANMCATh
KHUTY, 3aKOHYUThH KOJIJIEIK, 3aBECTH CEMbBIO U CAENATh Kaphepy.
[Ipomo Bocemb JIET, U 51 CTOKO IEpe] BaMH, BCE €€ BIOXHOB-
JIsisl JIFOJIEd CBOMMM BBICTYIUICHUSIMU. [1epBbIii MyHKT MjiaHa BbI-
MOJHEH. S XxoTena Hanucath KHUTY. Uepes nmapy Helelb 5 C/Iak B
PEIaKLIHIO PYKOIIMCh MOEU TPEThEU KHUTT) .

[Tepexon OT )KU3HU-B-00JIE3HU K BBHICTPAJAHHBIM TEKCTaM -
elle oJiHa TPACKTOPUS MPEOJOJICHUSI OMOJIOTMYECKOU Mpenorpe-
JICJICHHOCTH W OCYIIECTBJIEHUSI BHIOOpPA B OTPAaHUYCHHBIX CUTYa-
nuen 3aboJieBaHusl yCIOBUSAX. 3/1€Ch Mbl UMEEM JIEJ0 C Happa-
THUBHOI AMHAMHYECKON HICHTHIHOCTBIO® , PaCKPBIBAKOIIEH KO-
YeBbIE MOMEHTHI OMorpaduuecKoil UCTOPUU M TTPOTHUBOCTOSIICH
CKOBBIBAIOIIIEH OMOJIOrMYECKON HACHTUYHOCTH, KOTOPYIO JIUIIa-
I0T BO3MOXHOCTH CTaTh OMPENEISAIOMUX (PaKToOpoM KOHCTHUTYH-
poBaHMs CyObEKTHOCTH.

B mocnennne ronpl nuarHocTrka op(aHHBIX 3a00JI€BaHMIMA
OCYIIECTBIISIETCS B TOM YHUCJI€ C IPUBJICUEHUEM HOBOI'O MHCTPY-
MEHTapusi U3 APYTUX AUCHUILIMHAPHBIX oOnacted. Tak, TexHO-

jorudeckas kommnanus Semantic Hub onupaercst Ha MynbTHSA3BI-

3*Benackec JI. Uto onpenensier Bac kak auaHocTh? URI:
https://www.ted.com/talks/lizzie_velasquez_how_do_you_define_yourself/t
ranscript?language=ru (nara oOpamienus 04.10.2022)

37H0,[[p06HC€ PO HAPPATUBHYIO UJIEHTUYHOCTH cM.: Pukép, I1. SI-cam kax
npyroi / Ilep. ¢ ppanu. M.: U3narenbcTBO r'yMaHUTapHOM TUTEpaTyphl,
2008 (¢ppanmysckas punocodpus XX Beka). 416 c.
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KOBOM aHaJIM3 C LEbI0 TIOMCKA MAIIMEHTOB C PEAKUMU 3a00JeBa-
HUSIMHA, KOTOPBIE YacTO HE JIOTaJbIBAIOTCS O PEIKOM CTaTyce
CBOEH OOJIE3HM, CTAJIKMBAIOTCS C MPOOIeMaMu JHATHOCTUKH, U
00CYXKJIal0T CBOE COCTOSIHHME, WIIYT Bpadel, KOHCYJIbTUPYIOTCS
Ha opymax U B colMaibHbIX ceTsaX. [IpoBojs aHanu3 MHOr000-
pa3usi HaXOHSIIMXCS B OTKPBITOM JOCTYNE TEKCTOBBIX JAHHBIX,
KOMITaHUsI «yTOUYHSIET MH(OPMAILIMIO W CBS3BIBACT TMAIUEHTOB C
HY>KHBIMU KJIMHUYECKHUMU LIEHTPAMU U BpadyaMu, 4TOOBI JIFOAU
TOJTy4Yaiy KOPPEKTHBIH JUATHO3 W IPABUIBHOE JICUCHHEY .
Takoll MOBOPOT B JUArHOCTUKE Op(aHHBIX 3a00JEBAHMI
0OyCJIOBIIEH apTUKYJISIIIUEH 0COOOT0 3HAYCHUS HAPPATHUBOB ITa-
[IUEHTA HE TOJBKO JIJI MPABUIBHOW MOCTAHOBKU JUArHO3a, HO U
JUIsl TOHUMaHUSI UHAUBUYaTbHBIX TPAGKTOPUN TeueHHUs 00Jie3-
HU, KOTOPbIE MOTYT CYIIECTBEHHO BApbUPOBATHCS Ja)xe MpPHU Ha-
JIMYUU OJMHAKOBOW T'€HETUYECKOW MyTalluh. Y TOMSHYTBIN IIPHU-
Mep OTpakaeT CYIIECTBYIOIIUM MpOlLeCC KOHBEPTEHIIMY 3HAHMUS,
Pa3JIMUYHBIX METOJIOB, TMO3BOJIAIONIUX IMOJYUYUTh OOJiee TMOJHYIO
KapTUHY O 3a00JIEBaHUM, TTOHSTH MPOIIECC TEUEHHUS OOJIE3HU U €€
MPOSIBJICHHS] U CITIOCOOCTBOBATH MOCTAHOBKE MPABUIIBLHOTO JHAar-
HO3a, a B JaJbHEHIIIEM BhIOOpA TPACKTOPUM JICUCHUS 3a00JieBa-

HH.

38Cwm.: Semantic Hub. URI: https:/www.semantic-hub.com/ (1aTa o6paiie-
aus 04.10.2022)
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BriBoabl

AHanu3 pa3INYHbIX MOJAXO0J0B K aHaIU3y OMOCOLMAIBHO-
CTH, Ha Hall B3IV, MPEACTABIIETCS aKTyaJbHOM HMCCIEAO0Ba-
TEJIBCKOM 3aJa4el, MO3BOJISAIOIIEN paCCMOTPETh Pa3IMYHbIE BEK-
TOpBI OMOCOIMATN3alUK OOIIECTBA B KOHTEKCTE Pa3BUTHSI KyJlb-
TYPHBIX M COLMAJIBHBIX (DAKTOPOB, BBIIBUTH OCOOEHHOCTHU BOC-
OPUATHS TOTO WJIM MHOTO 3a00JIEBAHMS U MPOSICHUTH OCHOBAHUS
s GOPMHUPOBAHUS PA3NUYHBIX TUIOB OOBEIMHEHUN U HOBBIX
CoCcO00B UACHTU(PUKALIUH.

buoconnanbHple rpynmsl NO3BOJISAIOT NPEOI0IEBATh NH/IN-
BUAY (PaKTOPBI pUCKa, COIIPOBOXKAAIONINE TPOLECC HOCUTENBCTBA
3aboneBaHus. OHAaKO, KaK JAEMOHCTPHUPYET UCCIIECJOBAHHUE DPa3-
JIMYHBIX MOAXO0/I0B K OMOCOLMATIBbHOCTH, CaM MPOLIECC MPOTHO3M-
POBaHUS U MPEOAOJICHHUS] PUCKA 3aBUCUM OT MHOYKECTBA JETEP-
MUHAHT. IMU CTaHOBATCS COLMAIBHBIE U SKOHOMUYECKHE YCIIO-
BHUsI, IPUHAJIEKHOCTh K KYJIbTYpE U OIPEICICHHONU TpaauluHy,
COOTHECEHHOCTh C HOpMaMH CYyOKyabTypel. I B 3TOH CBA3M
ajanrtanus K HOCUTEIbCTBY 3abosieBaHMsl OyleT CYIECTBEHHO
BapbUpoOBaThCs. KWTalCKuil MyTh, MOAPAa3yMEBAIOUIUMN OrPOM-
HYIO pOJIb HACTABHUYECTBA, JNAMETPAIBHO IMPOTHUBOIOJIOXKEH 3a-
[IaJHOMY IIyTH, AaKLUEHTUPYIOIIEMY BHMMAaHUE HAa aBTOHOMHH

JIMYHOCTH M IIpaBax IMalWCHTA. HCHHOCTI/I, KOTOPBIX IMPUACPIKU-
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BAIOTCS TMAlMEHThl KaK HOCUTEIW TOW WM MHOW CYyOKYJBTYpHI
(kaK 3T0 OBLIO MPOJIEMOHCTPUPOBAHO HA TPUMEPE KU3HU TITYyXUX
U cnabocCipIamux J0ei), MOTYT HE COBNAAaTh C LIEHHOCTSIMHU
JFOZICH, HE SIBIISIFOIIMXCS €€ MPEACTABUTEIISIMHU.

[Iponiecc Ouocormanu3aiuu, onupasich Ha MHOTrooOpaszue
AKCUOJIOTUYECKUX M COLMOKYJIBTYPHBIX OCHOBAaHUH, U KOOPAHU-
HUPYSICh C TEXHOHAYYHBIM 3HAHHEM, TO3BOJISIET BBICTPAWBATH
TPYNIOBBIE TPACKTOPHH aJanTalui K 0OJIe3HU U MHIUBUIYaIb-
HbI€ CTPATErH OTHOLICHUS K MEIULIUHCKOMY PHUCKY.

HccnenoBanue pa3muYHBIX METOAOJOTHUECKUX TOIXO0B
MO’KET UMETh MPUKJIAJHOE 3HAYCHHUE AJI BBICTPAUBAHHS KOMMY-
HUKATUBHBIX CBS3CH C pa3UYHBIMU THITAMU TAIMEHTCKUX Opra-
HU3ALMK U clocoOCTBOBaTh OoJsiee TIIyOOKOMY MOHMMAaHHIO MO-

TpeOHOCTEH MAIMEHTOB.
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I'naBa 2. Opdannbie 3a00/1€eBaHKs ¥ POLECC

ouoconMaJIN3aAlMHU.

Ha npoTspkeHun HECKONBbKUX MOCIEIHUX ACCATUIETHI BO
BCEM MHpPE OTMEYAIOTCS MOBBIIIEHUE COLMAIBbHON 03a004eHHO-
CTU mpobseMoit opdaHHbIX 3a00JIeBaHUI U BBIPAOOTKH OCOOBIX
Mep MEIUIMHCKON MOMOIIN TAKUM OOJbHBIM.

[Tonsitue opdanHbIX 3a00€BaHUN B POCCHIICKOM IPaBO-
BOM TioJie ObUTO pernameHTHpoBaHo B 2011 roxy deaepanbHbIM
3akoHOM Ne 323-®P3 «O0 ocHOBax OXpaHbl 3J0POBbS IPAKIAH B
Poccuiickoii ®enepanumn». CoriiacHO TaHHOMY B 3TOM JIOKYMEH-
T€ ONpeNeNeHUI0, K OoppaHHBIM OTHOCSTCS 3a00JieBaHUs, pac-
IIPOCTPAHEHHOCTh KOTOPBIX He mpeblmaer 10 ciywyae Ha 100
ThIC. HACEJICHUSI.

Yacrora pacnpocTpaHeHus B IPYTUX CTPaHAX MUPA MOXKET
cymecTtBeHHO oTiandarbcs. Hampumep, B CIIA peub umer 00 1
cinydae Ha 1500 genoBek, B To BpeMs Kak B SAnonun — 06 1 ciy-
yae Ha 2500 yenoBexk.

Pa3Huiia B moaxopax K ONPENEIIEHUI0 MOYKET COCTOSITh
€lie ¥ B TOM, YTO HEKOTOPBIX U3 HHUX JIENAETCS aKUEHT Ha KU3-
HEYTPOXKAIOMINX COCTOSHUSAX, OOYCIOBIECHHBIX pa3BUTHEM Op-
danHbIX OOJIe3HEH, B TO BpeMs KaK B JIPyrux (Hampumep, B OII-

peaenennn CHIA) OH OTCYTCTBYET.
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AHAJIOTUYHO MOTYT pa3iu4aThCs CYIIECTBYIOIIUE CIUCKHU
opdanHubix 6ose3Helt. CunTaeTcs, 4To HanboJee MOTHBIN CIUCOK
penkux 3a0oJeBaHMA TIpecTaBieH Ha mopTtaie OpdaHer - WH-
dbopMaIlMoHHOM pecypce, SBIIoneMcs (GaKTUYECKU SHITMKIIO-
neaueil opdaHHbIx 3a00JiIeBaHM, HHPOPMALIHS B KOTOPYIO BHO-
CUTCA W3 roja B rofl, U pacnpeiessieTcss B COOTBETCTBUH C IO-
TPeGHOCTAMH CIELHAINCTOB U [AIUEHTOB .

CrenmanbHbIe MEPBI TI0O 0OECIICYEHUIO TIPaB MAIMEHTOB C
opharHBIMU OOJIE3HSIMHU SIBISIOTCA OTPAKEHUEM HE TOJIBKO CepPb-
€3HBIX JIOCTUKEHHI COBPEMEHHOW MEIMIIMHCKOW TE€HETHUKU B
pa3pabOTKe METOJIOB WX JMATHOCTUKH W JiedeHus (opdaHHBIC
00JIe3HU, KaK MPaBUJIO, UMEIOT T€HETUYECKYIO MPHUPOY), HO H
BBICOKOW CTEMEHH 3aBUCHUMOCTH OOJBHBIX OT COLUAIBHO-
MOJINTUYECKUX U TEXHOJOTHYECKUX IMIArOB KOHKPETHOTO CO00-
niectBa. Takas 3aBUCMMOCTH OOYCJIOBJIEHA OTCYTCTBHEM WHHO-
BaIIMOHHBIX MEAMIMHCKUX MpenapaToB U TEXHOJOTHM, MO3BO-
JISTFOIIMX OCYIIECTBIISITH MPOIECC JICUeHUs «op(aHHbIX» MaIlUeH-
TOB, HEOOBIYAaHO BBICOKOW CTOMMOCTBIO JIEUEOHBIX U pealduiiu-
TallMOHHBIX MEpP, a TaKKe HEOOXOJAMMOCTHIO MX MPUMEHEHUsS B

TEUEHHUE BCEH KU3HU [malyucHTA.

39Cm.: sHmKTonemu OpdaneT Ams naueHToB 1 sKcmepros: URI:
https://www.orpha.net/consor/cgi-bin/Disease_ProEncyclo.php?Ing=EN u
URI: https://www.orpha.net/consor/cgi-

bin/Disease PatientEncyclo.php?Ing=EN (naTa obpamenus 04.10.2022)
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Bce game oco3naercs, uyto nmpobieMy opdhaHHBIX 3a00J1e-
BaHWUI HEBO3MOXXHO pacCMaTpPUBATh HCKIIOYUTEIBHO B paMKax
MEIULUHCKON MOJIEIIN 310POBbSl U HHBAJIUAHOCTU. PenieBaHTHBIM
SBJISIETCS] KICCIIEIOBAHUE COIIMAIIBHOTO Cpe3a MPoOIeMBI.

N3yuenue opdanHbix O0ne3HEN B 3TOUM CBS3M MOApa3yMe-
BaeT aHaJu3 MpoOJjeMbl B KOHTEKCTE Pa3BUTUS COBPEMEHHBIX
TPEHI0B MEAMKAIU3AlMHA U CBSI3aHHBIX C HEIO TaKUX TEHJICHLIUMH,
KaK TeHeTH3alus, cTpaTu(UKaIs MalueHTOB U (OPMUPOBAHUE
OunocouManbHbIX rpynmn. Bece oHM MOPOXKIal0T HOBBIE HOPMATHB-
HbI€ MPAKTUKH, OXBATHIBAIOUINE B3aUMOICHCTBUE PA3IMYHbBIX aK-
TOPOB: Bpaye W MAIMEHTOB, MCCIIEAOBATEICH, OpraHU3alUuid U
CUCTEMBI TOCYAapCTBEHHOT'O YNPaBICHUS U HOBbIE (DOPMBI COLIU-
aNbHBIX OTHOIICHWH, C(HOPMUPOBAHHBIX MO OMOJOTHMYECKOMY
(reHeTUYECKOMY ) MPU3HAKY.

Hossie popmbl 00beIMHEHNI OKa3bIBAIOT BIUSHUE HE TOJIb-
KO Ha OMpeJeeHHbIE TOIUTHYECKHE 1aru B cdepe 37paBooXpaHe-
HUS, HO U Ha MPOLECC IMPOBEACHUS HAY4YHBIX HCCIIEOBAaHUH, a
TaKXe CO3JaHHE CPEJbl, CIOCOOCTBYIOLIEH MOSBICHUIO TEXHOJIO-
TMYECKUX WHHOBAIMM U BBISBJICHUIO (DAKTOPOB, BIHUSIONIMX HA

poUIAKTUKY, TUArHOCTUKY U JICYCHUE ITHX 3a00JICBaHUM.
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2.1. IIpobGyema reHeTH3alUMU M poLecc cTpaTuuranumn
«oppaHHbIX» nanueHToB. [IpuMeHenne npuHIUIIA
KOHBEpPreHU U YCHJINH.

[TosiBneHne BO3MOXKHOCTEN BBISABICHHS Op(aHHBIX 0oJie3-
HEH C MOMOUIBIO MCIIOJIb30BAHUS F€HETUYECKUX METOJ0B MOCTa-
BUJIO OCTPYIO MPOOJIeMy WHTEPIPETAINH METUIIMHCKOU HH(OP-
Malliy U JOHECEHHUs €€ JI0 MaleHTa U YJIEHOB ero CEMbH.

HayuHb1il moTeHIMan COBPEMEHHOM I'€HETHKH IT03BOJISIET
JUAarHOCTUPOBATh y MAalMEHTOB OTPOMHOE YHUCJIO HACJEJCTBEH-
HBbIX 3a00JICBaHUM, a TaK)Ke OMpPeAeisaTh ¢ OOJBIION CTENEHbIO
BEPOSITHOCTU PUCKHU MOSIBJICHUS PA3IMYHBIX Matoioruid. OIHaKo
HE00X0IMMO OTAaBaTh ce0e OTYET, YTO HACIEACTBEHHAs MaTONO-
TUsl 3aTParuBaeT HEMOCPEACTBEHHO «OMOJIOTHYECKYI0 MATPUILY»
OBITHS YeNoBeKa , CaMble TOHKHE IPAHH €r0 MACHTHYHOCTH. B
ATOW CBSI3U JMArHOCTUYECKUE CYXKIEHUS Bpada-reHETHKa U TEM
0ojee ero TepaneBTUYECKHE NCUCTBUS HEHW30€KHO COMPSIKECHBI
C HEOOXOJIMMOCTBIO PEIIaTh MHOXECTBO CIOKHEUIINX BOMPOCOB
ATUYECKOT0 Xapakrepa. Pe3ynbTaThl r€HETUYECKOTO TECTUPOBA-
HUS KacaroTCAd HE TOJBbKO JIMYHOCTH MAlMEeHTa, HO M MOTYT 3a-
TPOHYTh IIMPOKHUHN CIEKTP OTHOIICHHWH C APYTUMU JIIOJBMU: €T0

POJICTBEHHHKAMHU ¥ OJM3KUMU, pabOTOJATEISIMU U MMPOYUMH 3a-

Pl Banomkun A4, Tlonosa O.B., Jlanun FO.E., CmupuoB U.E. Metoo-
JIOTHYECKHE BOIPOCH pa3pabOoTKU 3TUYECKOT0 KOJIeKca Bpaya-reHeTuka //
Poc. neguatp. xypHn. 2013. Ne 5. C. 57-62.
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VHTEPECOBAaHHBIMU JIMLIIAMU. Hampumep, pacnpocTpaHeHUE HH-
(dopMalMK O PUCKAX MOSBJIEHUSA Y MOTOMCTBa OoppaHHOTO 3a00-
JI€BAHUSI MOXET HOCHTh HE TOJBKO XapakTep MH(POPMHPOBAHUA,
HO U IOPOXIATh BO3MOKHOCTh JUCKPUMHUHALMU YEI0BEKA.

JlaHHas TEHIEHLMS XapaKTepHa Ui IOJIyYarollero BCeE
Oosblliee pacnpoOCTpaHEHUE SIBJICHHS, YJA4HO Ha3BaHHOIO
D.JIMNIMaHH «reHeTH3almein . JIaHHBI TEPMUH HCCIENOBA-
TEJIBPHULIA KCIOJb30Baja U1 ONMCAHMS BIUSAHHS TCHETHKH Ha
COBPEMEHHBIE COLUAIIBHBIE ITPOLECCHI.

['eneTn3anus BOCIPOU3BOAUT U YCHIIMBAET BCE OCHOBHBIE
4epThl TAaKOro 0oJiee HIMPOKOIrO SIBIECHMS, KaK MeIHKaIu3alus,
OTpaXKaOILEro MpoIecC BO3AEHCTBUS MEIUIMHBI Ha BCE chepsl
COLIMAJIbHOM XKM3HU. TepMHH «reHeTr3auus» HW3HA4aJbHO OKa-
3aJICsl CBSI3aH C HEraTHBHBIMU KOHHOTALMSIMH, O0YCIIOBIEHHBIMU
TE€M, 4YTO OMOMEAMIIMHA, KOHKPETHO — TEeHETHKa, MPEeBBbICHIIA
MaciiTad CBOMX IMOJHOMOYMHN W TMOCSTHYJIa Ha HCIOJIb30BAHHE
TF€HETUYECKOr0 TMOHATUWHOIO amnmapara Jjis OOBSICHEHMS pa3-
JUYHBIX ACHEKTOB YEJIOBEYECKOro OBITHS, CYIIECTBEHHO PACIlIU-
pUB MaciITad UHTEPIPETALIH.

B wacTHOoCTH, OHa cTana MPUMEHSTHCS Al OOBICHEHMS

paSJ'II/I‘-II/Iﬁ MCIKIY (l)I/ISI/I‘-IeCKI/IMI/I M KOTHUTHMBHBIMH CIIOCOOHO-

“'Lippman A. Led (astray) by Genetic Maps: The Cartography of the Hu-
man Genome and Health Care // Social Science and Medicine. 1992. Vol.
35. Ne 12. P. 1469-1476.
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CTAMU HWHAUBHUAOB, UX COLUUAIBHBIMHU POJIIMH U 3aHUMAaEMbIM
noJjioxkeHueMm B oOmectBe. Kpome Toro, ona crana myTeBOJIHON
3BE€30M U OPUEHTUPOM ISl BBICTPAMBAHUS KU3HCHHBIX TPACK-
TOPUIA, MJTAHUPOBAHUS Oy IyIIero U (GOPMUPOBAHUS HOBBIX MIPE/I-
CTaBJICHH O HOPME W MAaTOJOTHH JAJEKO 3a MpeaeraaMyu Meau-
uuHbl. [IpeackasarenpHas cuia reHETUKU pacTeT U3 roja B rO/I.
Ho u 3noynorpebsieHunsi OT MCIHOJIb30BaHUSI TE€HETUYECKOW HWH-
dbopmanmu, B TOM YKCIIE, CBI3aHHBIC C PACIIMPECHUEM Jrana3oHa
po0sieM, KOTOpbIE OOBSICHIIOTCA MOCPEIACTBOM IMOMCKA T€HETU-
YECKUX MPHUYMH, TAKKE YBEIUYUBAIOT 30HY CBOErO PaclpocTpa-
HCHMUSL.

Hapsay ¢ moHsiTueM «reHeTH3alus peIeBaHTHBIMU TPU
M3YUYEHUH UCIIOIh30BaHUsI OMOMEIUIIMHCKOTO Te3aypyca JJisl UH-
TEpIPETAMHA COLUAIBHBIX ITPOLECCOB ABJISIOTCS U IPYrUe MOHS-
tusi. Hampumep, pacrpocTpaHeHuE MNOJYUYMIIO TaKO€ IOHSTHE,
KaK T€HETHUYECKHM 3CCEHIHAIN3M, B paMKax KOTOPOro I'e€H pac-
CMATPUBAETCS B KAUYECTBE HAYYHOU BEPCUU UEJIOBEUYECKOUN TYyIIIH,
CUMBOJIMYECKOT0 OOBEKTa, CYUIECTBYIOUIEIO BHE 3aBUCHUMOCTHU
0T OMOJOTHYECKUX onpez[eneHHﬁ42. IToctynmar «aBTOHOMUW» Te-
Ha, PAaCCMOTPEHHUE €ro B KayeCTBE OMNPEACNSAIONICH NPUYUHBI,
OKAa3bIBAIOIIECH KapJAMHAIBHOE BIUSHHUE HA YEJIOBEYECKOE Pa3BU-

THUC, paBHBIM 06p330M, KaK U TCHACHIMWA HAaACJIICHUA I'CHOB 4YCJIO-

42Hedgecoe Ad. Geneticization, Medicalisation and Polemics // Medicine,
Healthcare and Philosophy. 1998. Vol. 1. P. 235-243.
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BEUECKUMH KauyeCTBaMH (HAmpUMeEp, XapaKTEPHBIM MPUMEPOB
ATOTO MpOIecca SBISETCS PacCyXIeHUEe 00 ATOUCTUYHOM reHe P.
JlokrH3a) COMPOBOXKAAET pa3BUTHE OMOMEIUITMHBI M1 CTAHOBUTCS
XapaKTepHOM YEPTOU MpoLEecca FTeHETU3ALNH.

['eHeTn3aIus U T€HETUYECKUN ACCEHIMATIN3M BOCIPOU3-
BOJST OCOOCHHOCTb PEAYKIIMOHHCTCKOTO «IPOYTECHUS YEJIOBE-
Ka, TJe, C OJHOW CTOPOHBI, MBI UMEEM JIeJI0 C BO3MOXKHBIMH SIT-
poreHHbIMU d(dexTamMu, a ¢ IPYTo, C ee BIMIHUEM Ha OOIIEeCT-
BEHHBIN TOPSAJIOK, MO3BOJISIONINN BBICTpAUBaTh HOBBIA (hopmat
COIIMAJILHBIX OTHOIIEHUN U HOBBIE CIIOCOOBI KOOPJIUHAIIUU YJie-
HOB 00IIeCTBa U 00pPa30BaHUSI KOJJIEKTUBHBIX UACHTUYHOCTEH Ha
OCHOBE 3HAaHHS O CBOMX I'EHETHMYECKUX XapaKTEPUCTUKaX, O Ie-
HETUYECKUX 3a00JICBaHUAX U T€HETUYECKUX puckax. Takoe Ouo-
JIOTUYECKOE 3HAHUE CIOCOOCTBYET PAa3BUTHUIO HOBBIX MPEJICTAB-
JIEHUH 0 COOCTBEHHOM MACHTUYHOCTH, KaK WHIUBUIYAJIbLHOM, TaK
Y KOJUICKTUBHOM.

Baxnenimeir npoGiemoii, ocMbicieHHON 3. Jlunmman B
KOHTEKCTe (OPMHPOBAHUS TPEHJla F'€HEeTU3alnu, cTan (eHOMEH
cTpatuduKkanuu. 3HaHHE O COOCTBEHHBIX T€HETHYECKUX OCOOCH-
HOCTSIX Pa3eIiiIo JI0JIH Ha TPYMIbl, 3alTyCTUB HOBBIE MPOIIEC-
Chl OOBEAMHEHUS TMAIMEHTOB W WX Onu3kux. CrpaTudukarms

KOCHYJIaCh HETIOCPEICTBEHHO 00JIaCTH MEIUITMHBI.
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HoBeii1 BUTOK €€ pa3BUTHs, MOJYUYMBIINN HA3BAHUE IIEP-
COHAJIM3UPOBAHHASL MEAMIIMHA», MOBJIEK 3a cO0O0W pasieneHue
MOMYJISIIAYA TAIMEHTOB HA KIWHWYECKH PEJICBAaHTHBIC TPYIIIIBI,
CBSI3aHHBIE C TEMU WJIM MHBIMH OnoMapkepamu. [logoOHoe pas-
JIEJIEHHEe OCHOBBIBAETCSI HA IPE3yMIILUU TOTO, YTO BO3MOXKHOCTb
Oosiee TOYHOW AMATHOCTUKH U BBISBICHUE CIEUU(PUUECKUX Me-
JUIUHCKUX PUCKOB MPEJIOJIaraeT MCIOJb30BaHUE crenuduye-
CKMX MEIMIMHCKMX KPUTEPHEB ML JCICHHS Ha TPYIIIIB .

Bwmecte ¢ tem knmHMYecku oOycCOBIIEHHas cTpaTu(uKa-
I[1s OKa3aJlach TECHO CBSI3aHHOM C COIMAIbHOM cTpaTUdUKanueit
U B LIEJIOM C PHUCKOM MEAMKO-COIMAIbHOW CTUTMAaTU3ALNU:
T, KTO HE MOXET BOWTH B KJIMHUYECKH PEJIEBAHTHYIO MOATPYII-
My, OKa3bIBAIOTCS 3a OOpPTOM, BHE BHHUMAaHUS MEIUIUHBI,
HE OXBATHIBAIOTCS €10 U HE UHTEPECYIOT €€.

B HacTosiee Bpemsi KpUTEpUU BBIICTICHUS TEX WM HHBIX
Tpynn HEAOCTaTOYHO paspaboTtansl. CoBpeMeHHas WHAMBHIYya-
JIU3UpoBaHHas (MEPCOHATU3UPOBAHHAS) MEAUIIMHA TJIABHBIM 00-
pa3oM UMeEET IO C TEMHU TPYIIaMHu MalueHTOB, NI KOTOPBIX
CYILECTBYET JICUEHUE, U B MEHbIIIEH CTENEHU — C TEMHU NalleH-

TaMH, KOTOPbIM HAYKC WM MCAUIMHC HA JAHHOM 3TAllC UX PA3BU-

“Hiising B., Hartig J., Biihrlen B. et al. Individualisierte Medizin und Ge-
sundheitssystem // TAB-Arbeitsbericht. 2008. Ne 126. URL.:
http://www.tab-beim-bundestag.de/de/publikationen/berichte/ ab126.html
(mata oOpamenus: 28.09.2019).
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THSI TIPEIJIOKUTh MOKAa Hewyero. M B 3TOM ciydae reHeTh3anus
npuoOpeTaeT BIOJIHE OYEBUIHBIA €BT€HUYECKHUM MOCHLI.

PaznuuHble Tpynmnel ManMEeHTOB MOTYT HE MONACTh B IYJI
NAIMEHTOB, HA KOTOPBIX OYyJIeT HAIPaBJIEHO MEPCOHATU3UPOBAH-
HOE JieueHHue. DTUM OOYCJIOBJIEHA CYIIECTBEHHAs] KPUTHUKA OCHO-
BAHHOM HA T'€HETHYECKUX TEXHOJIOTHAX WHIAUBUIYAIU3UPOBAH-
HOU (MIEPCOHATM3UPOBAHHON ) METUIIUHBI.

Ee, B yacTHOCTH, pacIEHMBAIOT KaK MPOEKT, JUIIAIOIMINN
VHBAJIUJOB IIPAaBa HA BBIPAXECHHUE CBOEW YHUKAJIBHOCTH, HEIO-
BTOPUMOCTHU OBITUS U nenHoctei'. Takas kecTkas OleHKa o0y-
CJIOBJIEHA T€M OOCTOSITEILCTBOM, YTO MpoMNaraHja reHeTUIeCKux
WCCIICIOBAaHUM, TPEHATAIbHON JUArHOCTUKH, KaK MPaBUIIO, OCY-
HIECTBIISIETCS] B KOHTEKCTE MPU3bIBBI K YCTPAHEHUIO WHBAIUIHO-
CTH KaK TaKOBOM.

OnHaKo B OTHOIIEHUHM JIIOAEH C OTPAHUYEHHBIMU BO3MOXK-
HOCTSIMU JTAaHHBIN MTOCHIJI BOCIPUHUMAETCS KaK yIrpo3a UX JUYHO-
CTHOMY JIOCTOMHCTBY U (PM3UUECKOMY CYIIECTBOBAHUIO BOOOIIIE.
I'enetnueckast peBOIOLUSI BOCHPUHUMAETCS Kak (akTop, cro-
cOOHBIN OKa3aTh BIUSHUE HA MPEOTBPAILCHUE POXKICHUS JTIOJEH

C UHBAJIMAHOCTBIO, HO, C APYTOM CTOPOHBI, 0OECIIEHUBAIOIINI UX

“Miller P.S., Levine R.L. Avoiding Genetic Genocide: Understanding Good
Intentions and Eugenics in the Complex Dialogue Between the Medical and
Disability Communities // Genet Med. 2013. Feb., Vol 15. Ne 2. P. 95-102.
URL: http://www.ncbi.nlm.nih.gov/pmc/ articles/PMC3566260/ (nata
obpamenus: 28.09.2019).
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CYIIIECTBOBAHHE, UTHOPUPYS WX OCOOBIE €M M LIEHHOCTH, BBI-
CTPOCHHYIO UMH CYOKYJIbTYPY.

Kpome Toro, HemanoBaxHOU MpoOJIeMON B KOHTEKCTE pa3-
BUTHUS JTAHHOTO TPEHJA SIBISIETCA HaW4YUe CyOBEKTUBHOW KOM-
MMOHEHThl B MOHMMAHWM TOTO, YTO TaKo€ 340poBbe. OHO, KaK
MPaBUIJIO, OMpPEAEINsAeTCS PKCIEepTaMu B 00JIaCTH 3ApaBOOXpaHe-
HUSI, YYECHBIMH U CTPAXOBOM  OTpACIbIO, HO HE JIIOJbMH
C OrpaHUYEHHBIMU BO3MOKHOCTSIMH .

Pa3BuTHe reHeTMYECKHX TEXHOJOTMM IOPOXKAAET CTPATH-
dbuKanuo yxe B MPOCTPAHCTBE BOOOpPaKaeMOro, Ha YpPOBHE
OoXujaHuil. Tak, MCNOJIb30BAHUE T€HETUYECKHUX TEXHOJIOTUU B
MpeHaTaJbHON JUArHOCTUKE BBI3BIBAECT MOJOOHBIN 3ddeKT, mo-
CKOJIbKY HEOJIarOmpUsITHBIA MPOTHO3 OTHOCHUTENIBHO 370pPOBbs
IJ10/a MOAPA3yMEBAET OIPEACICHHY0 MEHTAIbHYIO KaTeropusa-
IIMI0 TI0 HO30JIOTHH, CIIOCO0Y BEJIEHUSI POJIOB, BEIOOPY JaJIbHEH-
el MEIUKAMEHTO3HON U MICUXOJIOTHYECKOU MOAAEPKKH MATEPU
U peOeHKa.

Boiiee Toro, mporuo3 u BEpOSTHOCTh TOTO, YTO IUIOJ SIBJIS-
€TCSl HOCUTEJIEM TOTO WJIM WHOTO JUArHo3a, B OOJIBIIMHCTBE CIIy-
4aeB CIYXKUT TMOBOJIOM MpeKpaleHusi 6epemeHHoctu. M B aTom
ClIy4ae OCHOBAHUEM ISl MPUHATHS PEUICHUS CTAHOBUTCS CTHUI-

MaTU3HpPYIOIIee MpeICTaBlieHne 0 cTpaTudukanuu oOIecTBa Ha

45 Tam xe. C. 98-99.
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MOJIHOIIEHHBIX (3I0POBBIX) M HEMOJIHOIEHHBIX (HeIeecrnoco0-
HBIX, 00JIbHBIX). [losBIEHNE UHANBUTYaTU3UPOBAHHBIX JIEKAPCT-
BEHHBIX CpEJICTB, a TakKe€ NEPCOHAIBHBIX PEKOMEHIAIMI
Ha OCHOBE 3HAHMS T'€HETUYECKOro Mpo(uiis nanuMeHTa nopoxia-
€T BOIIPOC O TOM, JIJIsl KAKUX CTpaT MalMeHTOB OHU MOTYT OBITh
co3nanbl. [Ipy HEBO3MOKHOCTH CO3[IaHUS JIEKAPCTB AJIsS Opese-
JIEHHBIX TPYNN MAIMEHTOB, HAIPUMED IS T€X WU WHBIX TPYyMIl
WHBAJINUJIOB, TAKUE TPYIIBI MOTYT OBITh MPOCTO UCKIIIOYEHBI U3
1oJIsi BHUMAaHUSA MEAULMHBI, TOCKOJbKY CO3JaHUE JIEKapCTB IS
HEOOJIBIIMX TPYII TAIMEHTOB HE TMPEACTaBIACT I (QupM-
MPOU3BOJIUTENIE KOMMEPUYECKOT0 MHTEpEca, a TOCyJapCTBEHHAs
MOJJIEP)KKA CIIUIIIKOM HUYTOXKHA MO CPAaBHEHUIO C MOTPEOHOCTS-
MU, CBSI3aHHBIMU C pa3pabOTKON METOO0B JICUCHUS TON WU UHOM
HO30JIOTHH.

Bce ckazaHHOE BBINLIE B TTOJTHOW MEPE KacaeTcsl MallMEHTOB
¢ peakumu (opdaHHBIMH) 3a00neBaHusIMU. [IpeHaranbHas U 10-
CTHaTaJibHasl JUArHOCTHKA (OPMHUPYET Yy MpeCTaBUTEIEH «Op-
(baHHBIX» MAIMEHTOB, UX POJICTBEHHUKOB U MEIUIIMHCKOTO Tep-
COHaJIa ONPEAEIECHHBIM TOPU3OHT Oxuaanuil. [locneanuii mo3so-
JSIeT JIeNIaTh MPOTHO3bI OTHOCHUTENBHO JajbHEUIel CyapObl pe-
OceHka, ero oOpasza XW3HH, €€ MPOJODKUTEIBHOCTH U PHCKOB.
Poxnenne pebenka ¢ opdaHHBIM 3a00J€BaHUEM 3a4acTyHO0 BOC-

IMPUHUMACTC HE CTOJIBKO KaK Tparcansa I pOI[I/ITCJ]Cfl n caMoOro
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pebeHKa, CKOJIbKO KaK HapyIIeHHE HEKOTOPBIX HESIBHBIX MPABUII
OOIIECTBEHHBIX OKUJAHWN, OOYCIOBJICHHBIX JIATCHTHOW HEOEB-
TEHUYECKOW ITOJUTUKOM, MOAPA3yMEBAIOIIEH JJIMMUHALIUIO OM-
OproHa B cllydae HETaTUBHBIX pPE3YJIbTaTOB T'E€HETUYECKOTO
ckpunuHra. CTparerus abOpTUPOBAHUS TOMACTCS IOA BHIOM
npOPUIAKTUKA METUIIMHCKUX MAaTOJOTUH, CHUMAs TTOJIOKHUTEIb-
HBI CMBICHT TIOCJICIHEH, TpHJIaBas € OKpaIIeHHOEC B TEMHBIX
TOHAX K3UCTEHITNAIBLHOE COJIEPKaHHUE.

B sToM Kak pa3 u mposiBIsSeTCsA CYIIHOCTh T€HETU3ANN —
HE TIPOCTO JaBaTh TOYHYIO MH(GOPMAIMIO O JMATHO3E M PUCKAX,
HO TIOPOXJATh CTPATETUU TOJKOBAHWS, WX WHTEPIPETAIINH,
UMEIOIME OTHOIIEHWE K TPaBy Ha XU3Hb U CMEPTh, ONpEJe-
JISIONIE TPASKTOPUH PA3BUTHSI YEJIOBEKA M €ro CyIn0y, OKa3bl-
BaTh TMCUXOJIOTUYECKOE JABJICHUE HA TMPOIECC MPUHATUS pellie-
HUS U TMPOBOAWTH KaTErOPU3AIUIO MAIIMCHTOB M WX OJIM3KUX HE
TOJIBKO TI0 MEIUIIMHCKUM, HO U B KOHEYHOM HUTOTE 110 dTUIECKUM
kputepusM. Tak, HampuMmep, JHUAra30H SMOITMOHAIBHBIX peak-
IIUH ¥ HPaBCTBEHHBIX OIICHOK, CBSA3aHHBIX C BOCTIPUATHEM 00pa3a
MaTepu pedeHKa, CTpaaariero oppaHHbIM 3a00J€BaHUEM, U B
IPOIIecce FreHETHISCKOTO KOHCYIbTUPOBAHUS M B OOIIIECTBEHHOM
CO3HAHWU OYCHPH IIUPOK: OHA MPEACTAET TO KaK JKePTBA 00OCTOS-
TEJLCTB HEMPEOAOJMMON CHIIBI, TO KaK CBsTas1, OepyIias Ha ce0s

CIIOXKHENIIMe 00s3aTeNbCcTBa 1Mo yxoay 3a pedenkom. Kpome To-
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ro, B COBPEMEHHBIX OMOMEIUIIMHCKHX JTUCKYpCax, HOCTYITHBIX
JUIS O3HAKOMJICHHUSI B CET€BOM MPOCTPAHCTBE (HAMpUMEP, HA OH-
naitH-popymMax Bpadel W MAMEeHTOB), MaTh TaKOTO peOCHKa 3a-
YacTyl0 BBI3bIBAET HETATHBHbICE KOHHOTAlMU. E€ MICHTUYHOCTH
OTpaXkaeTcsi B MEIMKAIIM3UPOBAHHOM B3IJISI/IE CKBO3b MPU3MY
HapyIICHUS] 0OIIECTBEHHBIX KOHBEHITUH.

OHa MOXET BOCHPUHUMATHCS B 3apsSKEHHOM €BIE€HUYE-
CKHUM IOCBUJIOM OOIIIECTBEHHOM CO3HAHUU HE TOJIBKO KakK Hapy-
IIUTEJBHUIIA HOPM, HO M Kak mpecTynHuia. JKeHIrHa, penmB-
masics Ha poxiaeHue «ophaHHOro» pedeHKa, 3a4acTyr0 CTaHO-
BUTCSl JKEPTBON HEMOHUMAHHUS CO CTOPOHBI BpayeOHOI'o MEpCo-
Haja U OJIM3KUX U B IIEJIOM HE COOTBETCTBYET COBPEMEHHOMY 3a-
npocy OMOMEIUIIMHBI, (PaKTUUECKH OTpHIlasi MPOEKT T'eHEeTHuYe-
CKOM PEBOJIIOIMH, HAIMPABICHHOW HAa 3JIMMHWHAIMIO WHBAIUIHO-
CTH.

Paznuunble COBETHI «CHACEHUsD, MPEIIOKEHUS POJHUTH
erie oOJHOro pedeHKa, OCTaBUB «Op(aHHOTO» Ha MOIMEUYEHUH Bpa-
Yel U roCcyJapCTBa, CKPBIBAIOT MPABO «CHIIBHOTO U 3J0POBOTO»,
YTBEPK/IAOIIETO CBOU MPEJICTABJIECHUS B HOPMATUBHOM U aKCHO-
JIOTUYECKOM TMOPSIAKE COBPEMEHHOM MEIWIIMHBI. EBreHnYecKkum
MOAXO0J, MOOIIPSIONIUN JIUIIb POJIUTEIBCKYI0 3a00Ty O «CHUJIb-

HBIX U 3JJ0POBBIX», HEPEJIKO MPHUKPHIBAETCS TEM OOCTOSITENIbCT-

57



BOM, UTO Ha MPAKTUKE MHOTHUE POJUTENIN HE B COCTOSIHUU IMOJIHO-
CTBHIO 00ECTICYNUTh YXO/ TAKUM JCTSIM.

Uto kacaercss (GuIOCOPCKOW COCTABISIONMCH ITOJO0HBIX
OLIEHOK, TO OHa, KaK IPaBUiI0, (POKYCUPYETCSI HA HEOOXOIUMOCTH
CO3HATEIBHOIO BBIOOPA POIUTENSIMU UEPT KEJTAHHOTO pedeHKa,
npeanosaraeT GoOpMUPOBaHUE WHIAMBUAYAIU3UPOBAHHOTO BapH-
aHTa COBpeMeHHOW yromuu. [IpyW 3TOM FMMMUHAIUS TOTCHIIH-
aJIbHO HECOBEPIICHHOI'O YeJIOBEKa U YJIyYIlIEHHE BCErO 4YeoBe-
YyecTBa SBJIAIOTCS JBYMsI CTOPOHAMU OOIIEro mporecca — reHe-
TU3ALMK. 32 HEIO CTOST OTKa3 OT (HaTaJTuCTUYECKOTO BOCIIPUATHUS
TeHeTUYECKOM MH(pOpMaIuy, COIMATbHBINA 3aKa3 Ha yJIy4dlleHUE
YeJI0OBEYeCTBA U MEPEeX0/] B OTHOIICHUU JETCKOW MOMYJISIUAN OT
ciydas K BBIGOPY'’, TO €CTh K HCIIONb30BAHMIO JIOCTHKEHHMIA
OMOJNIOrMM U MEIUILUHBI B LENAX IUIAaHUPOBaHUs peOeHKa, Hajle-
JICHHOTO XapaKTePUCTUKAMHU, KOTOpPHIE COOTBETCTBYIOT POJIH-
TENBCKUM MpeanouTeHusiM. Pacmmpsromuecs BO3MOKHOCTH pe-
JTAKTUPOBAHUSI TEHOMA YEJIOBEKa CTABSIT BCE YEJIOBEUYECTBO MEPET
(akTOM YCWIMBAIOIIMXCS TEHIACHIMA OHOTEXHOIOTHYECKOTO
KOHCTPYMPOBAHUS Y€JIOBEKAa, B OCHOBE KOTOPOIO BCErja Jiexar
WHIMBUIyQJIbHbIE M KOJUICKTUBHBIC TPEACTABICHUS O COBEp-
IIEHHOM W HECOBEPILIEHHOM YEJIOBEKE, COCTMHEHHBIE C TEXHUYE-

CKHMMH BO3MOXHOCTAMU 6I/IOMGI[I/IHI/IHI)I.

* Accass B.M. JlpsiBosbekuii ren. CII6.: bnarorBopurensHbIit houa «Oct-
poBay», 2017. 284 c.

58



CoBpeMeHHOE pa3BUTHE T€HETHUKH COMNPSHKEHO C HaHece-
HUEM TCUXOJOTUYECKUX TPABM, PACKPBITHEM HEOOBIYAaHO TpaB-
mupyromie napopmarnuu. Mctopus pacmpocTpaHeHUs TEHETH-
YECKUX TEXHOJOTHI Tak WJIM MHAYEe NMEPEIUIETaeTCS C UCTOPUE
JIpaM M JOCTHKEHHUM YEJIOBECUECKOM JIMYHOCTU. B CBA3U € 3TUM
CYIIIECTBEHHO BaXXHBIM SIBJISIETCS MOJ00P MPABHIBHONW MOJIETH
MOBEJCHUS B MPOLIECCE TIEHETUYECKOTO KOHCYJIbTUPOBAHHS.
B wactHOCTH, HEOOXOIMMO YYHTHIBATH OCOOCHHOCTH TMPOTEKA-
HUS [ICUXOJAMHAMUYECKUX MPOLIECCOB BO BPEMs IOJYYEHHS] WH-
dbopmanuu 0 HATMYUKU KaKOTO-JTMOO0 TE€HETUYECKH OOYCIOBJICH-
HOTO 3a0oneBanus. Hanpumep, ceMeliHas ICUXOAUHAMHUKA, CBS-
3aHHas CO CTPECCOBOM peakiuell Ha MHGQOPMAIUIO O HAJTUYUHU Y
pebeHKa BpOXKACHHOIO TE€HETHUYECKOro 3a00JIeBaHMs, CKIIagblBa-
€TCsl M3 psija dTanoB: ci1aboro, ¢GakTUUECKH HYJIEBOTO BOCIPHU-
SATHSl TEHETHYEeCKOW WH(OpMaluu cpasy IOCie €€ MOJy4YeHUSs;
OTPUIIaHUS, BBHITECHEHUS 3TONH MHGOPMAIHMH; TOSBICHUS arpec-
CHUH K Bpauy; pa3BUTHS JCHPECCUBHBIX PEAKIMHA W B KOHEUHOM
UTOTE «COIMAIIBHO-TICUXOJIOTUYECKON aIaNTallii CEMbHU K TOPIO,
KOrJa MOCTENEHHO CTAHOBUTCS BO3MOXXHBIM IPHUHSATHE KOHCT-

. 47
PYKTHUBHBIX PELIEHUID .

47FyseeB I''.I'. AxtyanbHble TPOOIEMBbl METUKO-T€HETUYECKOTO KOHCYIIbTH-
poBanus // OCHOBBI TIpeHaTaIBHOM MuarHocTuky / moxa pea. E.B. FOaunoi,
M.B. Mengenesa. M.: PABY3III: Peanbnoe Bpems, 2002. C. 164.
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HemanoBaxHyto posib B ciiy4dae ¢ opaHHbIMU 3a00JieBa-
HUSMHA HaYMHAET urpath nudpoBoil koHcanTuHr. [lanmmeHT UM
YJICHBI €T0 CEMbU O0OpaIarTcs 3a nHopMaIuel B CETEBOE MPo-
CTPAaHCTBO, OOHapy)XKMBasi MUMEHHO TaM PEJICBAHTHYIO JUISI HHX
uH(OPMAITUIO 10 TPOTHO3WPOBAHUIO TEUEHUS 3a00JeBaHUA,
0COOEHHOCTSIM aIaNTallK K COIIMAIbHON KU3HU.

W ecnu mporiecc reHeTH3alu 3a4acTyr0 MOXKET BBI3HIBATH
CTpaTU(UKAIMIO TAIMEHTOB B HETaTUBHOM CMBICIIE, TO CaMOOp-
raHu3aIys MalUeHTOB W YJICHOB MX ceMel, OObeIMHEHHE HX B
TPYNIBI AJI OKa3aHUsSI COIUATBHON M TICUXOJIOTHYCCKON TTOMOIIH
MPEJICTABISIET COOOM TpUMEP TMOJIOKHUTEINBHBIX 3()PEKTOB CTpa-
tudukanuu. CTOJKHYBIIUECS C PA3TUYHOTO POJa CTUTMATH3AIIH-
eil, HeTOMH(GOPMHUPOBAHHOCTHIO U OOIIECTBEHHBIM O€3pa3IndyremM
(KaKk cleiCTBUEM TeHETH3aIuH), «ophaHHBIe» MAIUEHTBl U UX
ONU3KHE PacHpOCTPAHAIOT MH(OPMALIMIO O CBOMX UCTOPHUSIX 00-
Je3Hell Ha MHTEepHET-PopyMax, oOpa3yroT OHJIANH-TPYIIHI MO-
JICP)KKHA ¥ B3aUMOTIOMOIIIA ¥ KaK Obl CTAHOBATCS WICHAMHU OHOU
KOMaH/Ibl, 00bCTUHEHHOW OOIIMM OIIBITOM, IEJIIMA ¥ TTIOHUMAaHHU-
€M 3aJ1a4, CBsI3aHHOM 0O0IIeH KOJJIEKTUBHON NIE€HTUYHOCTBIO.

Takue rpaHu COIMATBHOTO B3aUMOJICUCTBHUS JOCTATOYHO
YCTOWYMBHI Ha MPOTSHKCHUH JJIUTEILHOTO BpEMEHHU, 00Jiee TOTO
— OHHU MOTYT CIOCOOCTBOBATH (POPMUPOBAHUIO HIUPOKOU COITH-

aJIbHOM W MOJINTUYECKON aKTUBHOCTH, HAIIPABJICHHOW Ha 3aLUTY
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npaB MAIMEeHTOB, CTPaJalIMX OpdaHHBIMU 3a00JIEBAaHUSIMHU.
B nenom, oM oTpaxaroT mporecc GopmupoBaHus (eHoMmMeHa
OMOCOIMATBPHOCTH, PEYb O KOTOPOM TIOMIET HUXKE.

Kak ormewaer B.M. Accadnb, «T€HETUYECKOE COCTOSIHHE
3aCTaBISIET MOyMaTh O HOBOW COITMAIBHOW OpTraHU3aIlii BOKPYT
0oJne3HH, CTpeMACh JaTh €i ompeneieHue, WASHTU(UIIUPOBATH
ee, JaTh €l KOJMYECTBEHHYIO XapaKTEPUCTHUKY H, BO3MOXKHO,
npenoTBpaTuTh ee. HaunHaercs mporecc peopraHu3ammm, B KO-
TOPOM HECKOJIbKO HWHAMBHUIYYMOB IPU3HAIOT CBOIO T€HETHYE-
CKYI0 HJICHTUYHOCTH, YCTAHABIIMBAIOT OTHOIIEHUS NPYT C JPY-
TOM W OPTaHM3YIOT ACSATEIHHOCTh, CXOXKYIO C NEATeIbHOCTBIO
CTPYKTYP, PYKOBOJSIIUX HCCJICIOBAHUAMU B chepe TUarHOCTH-
KA ¥ TEPATH — TIOJTUTHICCKUE BJIACTH, — HO TIPECIICIYIOT eIIe
¥ IPOMBIIIICHHBIEC H KOMMEPYECKHE HHTEPEChD) .

[TaneHThI, cTpagaronie opdaHHBIMU 3a00JCBAHUSIMH,
BCE Hallle BBHICTYNAIOT B Ka4€CTBE KIACCHYECKOTO MpUMepa Mpu
aHanm3e (eHoMeHa OuocouuanbHOCTH. Peub HaeT o co3maHuu
TPYII MaIUEeHTOB ¢ Op(aHHBIMU 3a00JIEBAHHMSIMHU IO KOHKPET-
HBIM HO30JIOTHSAM WJTU TJIOOAIBHBIX IIEHTPOB MOJIEPKKHU MO BCEM
ophaHHBIM 3a00JICBaHUSAM, TO €CTh HOBBIX KOJIJICKTHUBHBIX HJICH-
TUYHOCTEH, HOBBIX (DOPM COIMATBHOCTH, T JIOIU COMMKAIOTCS

U 00BEIMHAIOTCS Oylarogaps CBOEMY OIIBITY JKU3HU U OOpbOBI €

*®Accass B.M. JlpsiBobekuii ren. CII6.: brnarorBopurensHblil hona «Oct-
poBax, 2017. C. 211.
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3a001eBaHMEM, BBI3BAHHBIM OMPENEIEHHBIMU T'€HETUYECKUMU
myTanusamMu. [Ipu sTom cam criocod oObeAMHEHUS, KaK MPaBUIlo,
CTAaHOBUTCSI BO3MOKHBIM HE TOJIBKO B CBSI3U C OTKPBITUSMHU B 00-
JacTH OMOMEIUIIMHBI, TO3BOJIIOIIMMH MTPOBECTH aHAIU3 T€HOMa
YeJI0BEKa, HO U B CBS3U C Pa3BUTHEM LU(QPOBBIX TEXHOJOTHUM,
JAIOIINX BO3MOXHOCTh OCYIIECTBUTh MOMEHTAJIbHBIA MOUCK Ta-
KHX TAlMEHTOB MO BCEMY MHPY M OOIIATHCS C HUMH B Jit0O0O€
BpeMsl IPaKTUYECKHU B JIF000M Touke 3eMHOro mapa. Kpome Toro,
OunocoIuanbHbIe COOOIIECTBA 3a4acTy0 (POPMHUPYIOTCS HA OCHO-
B€ SIPKO BBIPAXKEHHOI'0 MHTEpeca (papMalieBTUUECKUX KOMITaHUM,
3a4acTyI0 BBICTYTAIONIUNX WHUIMATOPAMH Pa3pabOTKH JIEKapCT-
BEHHBIX CPEJICTB JIJISl PA3IMUHbIX TPy «Op(PaHHBIX» MAIMEHTOB
U YCTPAMBAIOIIUX PA3TUYHBIE MEPOIPHUATHS, MOCBIIIEHHBIE Op-
(dbaHHBIM OOJIE3HSIM.

B sr0i1 cBsizu cnegyer oOpaTUTh BHHMaHHE Ha €BpOMEi-
CKHUIl OMBIT MOMOIIK OOJIbHBIM, CTPAJAIONIMM PEIKUMH 3a00Jie-
BanusmMu. Haunbonee mokaszaTeneH 37ech MpUMeEp ACSITENbHOCTU
EBpomneiickoil oOpraHvzanud 1O peIKUM 3a00J€BaHUSIM —
EURORDIS (European Organisation for Rare Diseases). 910
HEMPaBUTEILCTBEHHAs OpraHU3allMs, yIpaBisemas NalueHTaMu
W JIIOJIbMH, aKTUBHO padoTtarommmu B EBporie B o6actu opdaH-
HBIX Oone3neil. OHa BkiroyaeT 30 MIJIH 4ellOBeK — HOCHUTENEeH

oonmee 4000 pa3nuuHBIX peakux 3abosieBaHui. Muccus
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EURORDIS cBsi3aHa ¢ 3amuToi NpaB NalMEHTOB W YJIEHOB UX
ceMei, ¢ oTcTanuBaHueM (PYyHIaMEHTAILHOIO IIpaBa Ha 37J0POBhE.
B sTOM U cocToUT Kpeao OpraHu3aluu: rojioc MaueHTa 10KeH
owiTh yenbiman. EURORDIS ctpemutcs agantupoBath MOJEIH
3IpaBOOXPAHEHUS U COIMAIBHBIX YCIYT JJIsi HYX] MallMeHTOB C
peIKUMU OOJIC3HSIMH.

HearensHnocth  EURORDIS nHamnpaBneHa Ha co3gaHue
[entpoB sxcneptu3sl u OOIIEeBpOIICHCKON pedepeHTHON ceTh
(European Reference Networks), dbopmupoBanne 6a3 I1aHHBIX U
peecTpoB MalKueHToB ¢ opdaHHbIMU 3a0osieBaHusIMU. Opranu3a-
Us TaKXke MOAACPKUBAET MPOTPaMMbl T€HETHUYECKOTO TECTHUPO-
BaHUS U MEJIUKO-TEHETUUYECKOTO KOHCYJIhTUPOBAHUS, HEOHa-
TaJbHOT'O CKPUHUHTA, OKA3bIBAET MICUXOJIOTUYECKYIO MOIEPKKY
CBOUM YJICHAM.

buoconmansHbie Tpymnibl, 00bEAMHEHHBIE 110 MPU3HAKY Ha-
avausi opaHHbIX OOJIe3HEH, TaKKE OTCTAMBAIOT TMOJUTHKY B 00-
JacTH 3/IpaBOOXPAHEHUs, HAIleJIEHHYI0 Ha (OpMHUpOBaHUE TJIO-
OaNbHBIX MEKHAIMOHAIBHBIX IMPOrpaMM B 00JacTh pa3padoTKu
JIeKapCTBEHHBIX mpenapaToB. [Iporece co3ganus «ophaHHOTO Jie-
KapCTBa OKAa3bIBAETCS 3a4acTyH) HACTOJBKO BBICOKO3aTPAaTHBIM U
HE MTPOTHO3UPYIOIINM TOyYeHHUE TPUOBLIH, YTO TPEOYeT CyIIecT-
BEHHOW TOCYJAapCTBEHHOW TOICPXKKH WM O0beTuHEHUsS (UHAH-

COBBLIX M ITPOU3BOJACTBCHHBIX YCI/IJII/Iﬁ q)apMFI/IFaHTOB.
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Tak, nmpumepom co3laHus TJIOOAIBHBIX MEKHAIUOHAb-
HBIX MPOTrpaMM B 00JIaCTH pa3pabOTKH JIEKAPCTBEHHBIX Ipenapa-
TOB sBysieTcss [Iporpamma ucciaeqoBaHUs TPONMUYECKUX 005€3-
Heil', B paMKax KOTOPOil ceMb MyJIbTHHAIMOHAIBHBIX (hapMa-
[EBTUYECKUX KOMITAHUN HECYT KpyIHble (PUHAHCOBBIE 00s3a-
TEJIBCTBA MO pa3paboTKe Takux mpernapaToB. Kpome Toro, Hema-
JIOBQXXHYIO POJIb UTPAIOT WHUIIMATUBEI MO0 (HOPMUPOBAHUIO COOT-
BETCTBYIOILIET0O HOPMATUBHO-IIPABOBOTO MOJISI, CO3JJaHUIO CTpaTe-
TM{A JIEMCTBUM, HAIIMOHAJIBHBIX MPOTrPaMM, IIPABOBBIX aKTOB, Ha-
MpaBJICHHBIX HA 3aIUTY JUI] C OpPaHHBIMU 3a00JIEBAHUSIMH.

®opMUpPOBaHUE CAMOOPTaHU3YIOIMIUXCS CTPYKTYpP Mal[UeH-
TOB, OMOCOIMATILHBIX TPYIIN, OCHOBAHHBIX MO MPU3HAKY HATUYHS
TON WK MHOM Op(aHHON HO30JIOTHH, TAKKE CTAHOBUTCS Xapak-
TEepHOH uepToi poccuiickoro obmectBa. B HosOpe 2011 roma B
Poccun Onita co3gana Beepoccuiickas opraHu3ainus MaiueHTOB
¢ ophaHHBIMU 3a00JICBaHUSIMHU, HANIPABJICHHAS HA 0Opa3oBaHUE
€AMHON CHCTEMBI MOJJEPKKUA MAIMEHTOB C PEAKUMH 3a00JIeBa-
HusamMu. Kpome Toro, B mociieTHUE TOJIbl MOSIBISIOTCS MHOTOYHC-
JeHHbIe (OH/IBI, CITAYMBAIOIINE JIFO/ICH C KOHKPETHBIMU Op(daH-
HBIMU HO30JIOTHSIMH, HAllPUMEP MYKOBHCITUI030M U (DEHUIIKETO-
nypueil. [losBusieTcs nureparypa, MO3BOJISIIONIAS YBUIETH MUD

nanueHTa ¢ peakumu 6ose3HsMu. OHa CTaHOBHUTCS OECIICHHBIM

“TDR. For Research on Diseases on Poverty. URL:
https://www.who.int/tdr/en/ (nata obpamenus: 8.09.2019).
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NOJCIOPbEM HE TOJBKO JJI NAlMEHTOB, HO U JJIsl CaMHUX Bpayei,
UMEIOIIUX HUYTOXKHO MAJIbIN OMBIT COMPUKOCHOBEHHUS C TOW WU
WHOW opdaHHON HO30I0THEN. B 9TOM OTHOIIIEHNH cleayeT oopa-
TUTH BHUMaHUE Ha Bbimeanyo B 2013 roay kuury I'. MockoB-
nesa «51 mpiy, win MyKOBHCIIHIO3 H3HYTpH» . JlaHHas paGo-
Ta MO3BOJIMIIA OOOOIIUTE OMBIT OOPHOBI C 0OJIE3HBIO CAMOTO aB-
TOpa, CTPaJaIIEro TsKenon (opMol MykoBucIUIo3a. [les-
TEJIBbHOCTh aBTOPAa MHOTOrPaHHA: OH HE TOJBKO BBICTYNAET B PO-
JIM TIACATEIIs, HO U MPOBOAUT OHJIANH-KOHCYJIbTAlUK JJIS Tallu-
€HTOB C Op(aHHBIMU 3a00JICBAHUSIMU, JIETUTCS IKCIEPTHOU WH-
dopmanmeit Ha karae YouTube u B 11e10M TEMOHCTPHUPYET aK-
TUBHYIO KU3HEHHYIO MMO3UITHIO.

[IpuBeneHHBIN NpuUMep TMOKa3aTeNeH sl apTUKYIISIUU
BAKHEUIIIETO 3TUYECKOTO MPHUHIINIA, ONPEAEISIIOEro cTpaTe-
TUI0 JIeWCTBUN B 00OJAaCTU 3/IPABOOXPAHEHUS W OJHOBPEMEHHO
BBI3BIBAIOIIIETO MpoTiecc GopMUPOBaHUST OHMOCOIUATBHBIX CTPYK-
Typ. Peds uaeT o npuHIMne KOHBEpreHuu ycuwinii. Ha Mukpo-
YPOBHE COLIMAIBHBIX B3aUMOJEHCTBUI BaXKHEUIIIMM OCHOBAHHEM
peanu3anuy JaHHOTO MPHUHIIMIA CTAHOBSTCS pa3iudHble (HOPMBI
CaMOOpPTaHU3allNK MaIMEeHTOB.

Camoopranuzaius ManueHToB ¢ opdaHHBIMU 3a00JieBa-

HUSMH B MEJSIX 0OMeHa nH(popMalueit CTaHOBUTCS KaK BayKHEH-

5 OMOCKOBHGB I'.H. 4 npiy, niim MykoBucunao3 u3HyTpu. Mocksa: M3na-
tenbeTBO «IIutepy, 2013. 381 c.
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UM (aKTOpPOM B3aUMOMNOJIEPKKHU, TaK M OCHOBAaHUEM If
(bopmupoBaHusa HayyHOU 0a3bl 3HaHui. Hanpumep, nndpopmarus
O CTpPallHOM TaJIUJIOMHUIAOBOM Tparem/H/IS1 He Obla OBl TOJTHOM,
ecii Obl HE MOSBISIUCH MPOEKTHI, MofoOHkIe llIBeackomy nmm
bpuTaHCKOMY TalWJIOMUIHBIM IIEHTpaM, U HE ObUIO OBl cCaMHX
NAIMEHTOB-HOCUTENE T€HETUYECKUX MYyTalWid, TOTOBBIX IIPO-
JIBUTATh M0I00HBIE MHULIMATUBBL. Tak, nupexkropoM llIBeackoro
TATUIOMUIHOTO HeHTpa ctal b. XOKaHCCOH — KepTBa TAIHUIO-
MUJHON Tpareauu (y HEro JUarHocTHpoBaHa AucMmenus). B mo-
cinenHue rojpl XOKaHCCOH paboraer Haja mnpoektoM «Edricy,
MPEICTABIISIONIMM Cc000M OOMUpPHYI0 WH(pOpMaAIMOHHYIO 0asy
no mpoOiemMe JUCMENNH, U aKTUBHO COTpyAHUYaeT ¢ bpuran-
CKHMM TaJIUOMHIHBIM HEHTPOM.

[IpyHIMI KOHBEPreHIIMU YCUJIUM 3aTParuBacT pa3inyHbIE
NOTPeOHOCTH MAlMEHTOB C PEAKUMHU 3a0oseBaHUsIMU. Peub uuer
0 HEpEIICHHBIX Mpo0IeMax, ¢ KOTOPbIMHU CTAJIKMBAIOTCS MAIlUCH-
Thl Bcero Mupa. OO03HaUYMM OCHOBHBIE HAIPaBIEHUS pean3a-

WK IMPpHUHIOKWIIAa KOHBCPICHINN YCI/IJIPlﬁ.

1B 50-e-60-¢ T. 20 B. OepeMEeHHBIM KEHIIIMHAM MPOMHUCHIBATN TATHIOMU
— JIEKQpCTBEHHOE CPE/ICTBO, KOTOPOE 00J1a/1a10 YCIIOKOUTENbHBIM 3 dek-
ToM. Kak oka3anock, IMeIo elle ¥ HellpeIBUICHHOE MOO0YHOE IeHCTBYE,
CBSI3aHHOE C BJIIMSHUEM Ha pa3BUTHE I1JI0Ja B yTpobe marepu. [locnencreus
IIpUEMa MPOSBISIINCH B OTCYTCTBYIOLIMX KOHEUHOCTSX Y POKIEHHBIX J1€Tel
JKEHIIMH, IPUHUMABIINX MIpernapaT Bo BpeMsi bepemeHHocTH. Peup 1uia o
Ooitee yueM 12 ThICSY TaKUX JETEM.
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[lepBoe HampaBiieHHE CBS3aHO C HEOOXOIUMOCTBIO C80e-
8pemenHol ouacHocmuku OpQpaHHBIX 3a00JieBaHUM. DTa IEib
IpeanoiaraeT pa3BUTHE COOTBETCTBYIOIICH Oas3bl 3HAHUNA U OC-
BOGHUE CICIUATBHBIX METOJIOB HCCIEI0BaHUs, (popMHUpOBaHUE
CHUCTEeMBbl KaJIpOB M OO0ECIEUeHUs] JOCTYMHOCTH TE€HETHUYECKUX
UCCIIEOBAHUN.

B coaepxaTenbHOM MHTEPBBIO, JAaHHOM XypHainy «Pen-
KUI XypHaJ» Bpad-HeBposor B. KpacHoB Ha Bompoc KypHaiu-
CTa O TOM, Kakoi OBl OH JlaJl COBET BpayaM U MaIlMueHTaM, KOTO-
pbI€ BIIEPBBIE CTAIKUBAIOTCS C CUTyalMEH, KOTJa UM HE MOTYT
JIOJITO TIOCTABUTh JUArHO3, YKa3bIBACT HA HAIMUHUE OObEKTUBHBIX
U HEOOBEKTHUBHBIX MPEMSATCTBUN B MPOIIECCE MOCTAHOBKH JHar-
HO3a. DTO ¥ HEMPHUATHE TMArHO3a MAMEHTAMM, U TPYJIHOCTH Op-
FaHH3ALHOHHOTO XapakTepa -. TAKOro poia MPEsTCTBUS SBIIS-
IOTCSl TUMWYHBIMM JUISl MAIMEHTOB C PA3JMYHBIMU CHUCTEMAMU
31paBOOXPAHEHUS U UCTOpUSI OOJIE3HU MHOTMX MAlUEHTOB JIe-
MOHCTPHUPYET MPOIECC MOUCKA MPABUILHOIO AUArHO3a, MHOTO-
YUCJICHHBIE TTOMBITKA OOpallleHUs] K pa3HbIM BpayaM U KOHCYJIb-

THUPOBAHUC Y MHOXKCCTBA CIICIITHAJINCTOB. 3aqaCTy}o 9TO BBI3bIBA-

**KpacroB B. Bpau u nauuent - oqua komanaa. Murepssio // Peakmii xyp-
Hai. Ne 11. https://spiporz.ru/raremagazine/2021/12/27/vrach-i-patsient-
odna-komanda-intervyu-s-vrachom-nevrologom-vladimirom-
krasnovym/(nata obpamienus: 8.09.2019).
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€T NICUXO0JIOTUYECKOE OTTOPIKEHUE U YCTANOCTh, JIMIIAS TAallUEeHTa
CUJI B JaibHelel 60proe ¢ 00IE3HbIO.

B sroit cBsasm cienyromas pexkomenpgauus B. KpacHoa
JIOKTOpaM U MaIlMeHTaM SIBJISICTCSl OYEHb BAXKHOM: TOKTOpaM clie-
YT «... ObITh AKTUBHBIMU B IUIAHE PEKOMEHAAIUN, KOTOpHIE
OHM JIal0T MAIMEHTY. A MAUEHTY — IPUHUMATh 3TU PEKOMEH/1a-
MU K CBEACHUIO M CTPEMUTHCS UX BBINOJHATH, TTOHUMAs, YTO
Bpay MIBITAETCA €EMY IIOMOYb 10 MEPE CBOUX cum» . B. KpacHos
OTMEYaeT, YyTo B ciy4yae ¢ op(aHHBIMH 3a00JIEBAHHSIMU HOP-
MaJIbHBIM JJISI TIAlIMEeHTa, MPU €r0 HECOTJacCuh C MHEHUEM JOK-
TOpa, SABJISIETCS KOHCYJIbTAllUS y JIPYTOro Bpaya, MOCKOJIBbKY B
MPaKTUKE JIOKTOpAa MOXET HEe OBITh BCTPEUM C TEM WM HHBIM
ophannsiM 3a00neBaHueM. J[aHHbBIN (HhaKTOp OKa3bIBAET CYILECT-
BEHHOE BJIMSIHUE HA TAKTUKY JICUYEHHUS.

B ciyuae opdannoro 3abosieBaHusl 04eHb BAXKEH WHIUBU-
JTyalbHBIN MOAX0M K KaXXJAOMY MAlUEHTY U K KaKJIOW CUTYyaluu.
Opdannbie 00€3HU SBISIOTCS BHI30BOM JIJISI CUCTEMBI MEIUIIMH-
CKOT'0 3HaHUS BBUJLY OTCYTCTBUS OOOOIICHHBIX MPE/ICTABICHUMN O
MHOTHUX Op(aHHBIX HO30JOTHUSX, OTCYTCTBHUS «TaK Ha3bIBAEMBIX
«big data™.

B »TOl CBA3M HACTOMYMBOCTH MAIMEHTOB, KOOPJMHAIIUSA

UX YCWINH B paMKax CO3/IaHHBIX COOOINECTB U MOAJIEPKKA UX CO

3Tam xe.
54
Tam xe.
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CTOPOHBI OJM3KHX CTAaHOBUTCS pemarimM (pakropom B 60prOe
c Oone3nbro. Kak 3ameuaer B. KpacHoB, «Ku3Hb moka3bIBaer,
YTO 3TO OYEHb BaXKHO. B okpyxkaromeit cpene, rae teds noaaep-
KUBAIOT U TOMOTAIOT, COBMECTHO C JIOKTOPOM MOXXHO PEIIUTh
MHOrHe 3amaun!y’ . KOHBEpPreHIus yCHIHil MEXIy MALHEeHTOM,
ero OJIM3KUMH U JIEHAIllUM BPAayOM OKAa3bIBAET TOJIOKHUTEIbHOE
BIIMSHUE Ha BOCHPHUSATHE COOCTBEHHOrO 3a00JICBaHUS U TIOUCK
HEOOXOTUMBIX Mep OOPHOBI C HAM.

Peanuzanusa npuHuKna KOHBEPreHUIMU YCUIUMN TaKkKe Tec-
HO CBsi3aHa ¢ (PMHAHCOBBIM OOECTICUCHUEM JTMATHOCTUKHU U Jieye-
HUs opdaHHBIX 3a00JICBaHUMA M, B IIEJIOM, C IIPOOJIEMOK pa3pa-
00TKH «opdaHHBIX» mpenapatoB. CTaHAAPTHBIM MyTh TMOUCKA
MOJIEKYJI JIEMCTBYIOIETO BEIIECTBA 3/IECh OKa3bIBAE€TCS HE BCe-
r7a IPUMEHHUM.

Kak mpaBuiio, dapmaiieBTHUECKHE KOMITAHUU CHEIAAIIN-
3UPYIOTCSL Ha MPOU3BOJACTBE JIEKAPCTB ISl HE-pEeIKUX 3a00s1eBa-
HUN. OTYACTH 3TO OOBSCHIETCS CIOXKHOCTHIO Ha0Opa MalueHTOB
C LENbI0 y4YacTusl B KIMHUYECKUX HUCHBITAHUSX, O€3 YCIEIIHOTO
POBEAEHUS KOTOPBIX HEBO3MOKEH BBIXOJ JIEKAPCTB HA PBHIHOK.

HemanoBaxHbIM (1)aKTOpOM ABJACTCA U TO, YTO CaMHU 3aTpPAThI Ha

*KpacroB B. Bpau u nauuent - ogua komanaa. Murepssio // Peakmii sxyp-
Han. Ne 11. URI: https://spiporz.ru/raremagazine/2021/12/27/vrach-i-
patsient-odna-komanda-intervyu-s-vrachom-nevrologom-vladimirom-
krasnovym/(nata obpamienus: 8.09.2019).
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MIPOU3BOJICTBO JIEKAPCTB HAMHOTO BHINIE, YeM HAa OOBIYHBIE HE-
opdaHHbIe JEKAPCTBEHHbIE MPENapaThl, U TEPANEBTUUECKUIN (-
¢deKkT He Bceraa mpeicka3zyem.

CylecTBYIOT pa3iaudHbie MOJEIu (hapMaKOMOJUTUKH, B
KOTOPBIC 3aJI0’KEHBI PA3JIUYHBIN CIOCOO OTHOIIEHUS K MAIUEHTY
KaK CyOBEKT-00BEKTY KIMHUYECKHUX HCTbITaHUUA. B ocobeHHo-
CTH, KOTJIa peUb UJIET O JAeTsAX. PaccMoTpuMm uX mnoapoOHee.

OnHy U3 TakMX MoJieJield MOKHO YCJIOBHO Ha3BaTh KOHCEP-
BAaTHBHOM, MMOCKOJIbKY OHa OCHOBaHa Ha OTPAaHUYECHHUM IMPOBEIE-
HUS KIMHUYECKUX HCCIIEIOBAHUM Ha JETAX. 37eCh peOCHOK pac-
CMaTPHUBAETCSl KaK HamOoJiee ySI3BUMBIA 4ICH OOIIEeCTBa, KOTO-
pBIi TOJKEH OBITh O0ECIeUYeH MaKCHMAJIbHOM 3aIUTON OT Me-
JUIUHCKUX SKCIEPUMEHTOB JIMOO y4acTBOBATh B KIIMHUYECKUX
UCIIBITAHUSIX B CAMBIX MCKJIIOUUTENBHBIX ciydasx. OQHako oco-
OBl aKIEeHT Ha 0€30MacHOCTH UMEET CBOM HETaTUBHBIC MOCTE]I-
CTBHUSI, CBSI3aHHBIE C HEJAOCTATOYHOM pa3pabOTKOW meauarpuye-
CKHMX JICKAPCTBEHHBIX CPEJCTB, OTCYTCTBHEM BBIXOJIa HAa PBIHOK

HOBBIX IPEIIAPATOB IS JIETEH .

*KoncepBaTHBHAs MOJIENb MPOBEICHAS KIHHIUCCKUX HCITBITAHMIT JTeKapCT-
BEHHBIX CPEJICTB B POCCUIICKOM MpaBoBOM mosie 3ajoxeHa B @3 Ne 61 «O0
oOpaleHuu JICKapCTBEHHBIX cpeACTB». OHa oTpaxkaeT IyX XeJIbCHHCKOM
nexknapanuu BMA 1964 r., riae otMeyaeTcsi, 4To KIIMHUYECKOE UCTIBITAHUE
JTOJI’KHO IIPOBOAMUTHCS JIUILb B UCKITIOYUTENBHBIX CIIy4asiX U TOJIBKO MPH OT-
CYTCTBHMHU JPYTUX BO3MOKHOCTEH MOJyUYEHHUSI HOBOI'O 3HAHUS.
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Bmecte ¢ Tem B mocienHue IeCATUIIETHS HAOIIOmaeTCs
TpeH OoJjiee MOJHOTO y4eTa MHHTEPECOB 00IIeCcTBa U MOMYJISLNMN,
obOecrnieueHusl JOCTyNna K KIMHUYECKUM HUCTIBITAHUSIM YJICHOB He-
JIOCTATOYHO MPEJICTABICHHBIX MOMYJISAIUNA, B TOM YUCJIE T€X, KTO
no (U3MYECKUM WM MCUXUYECKUM OCHOBAHHUSIM HE CIOCOOEH
BBIPa3UTh CBOE COrjacue. JTa TEHACHIUS Halllla OTPaKEHHE B
nomnpaBkax K XeJIbCUHCKOH JIeKJIapallui U €€ HOBBIX PEAaKIIUIX.

B menomM, oHa CBHAETENBCTBYET O JMOEpaIu3aluu Ipo-
1ecca MpoBeICHUS KIMHUYECKUX UCTIBITaHWI. B MHOTHX cTpaHax
nocTeneHHo (GOpMHUPYETCS HOBasl, TMOepaIbHas MOJEIb MeIuaT-
pUYecKoil (GapMaKoJIOTHH, MPEAToIararnas mepexoa oT Mak-
CUMAJIbHOTO OTPaXXJACHUS YSI3BUMBIX PYII IpaxaaH OT y4acTHs
B HCCIICIOBAHUSAX K TMOOIIPUTEIHHONU IMOJIUTUKE B OTHOIICHUU
POBEICHUS] OMOMEAUITMHCKUX HccienoBannid. OTka3 B y4yacTUU
HAYMHAET PacCMATPUBATHCA KaK JUCKPUMHUHAIIUS UCTBITYEMBbIX,
B TO BpeMsl Kak MmpoOJemMa 3aluThl YA3BUMBIX TPYIIT HACEICHUS
JEKJIApUPYETCsl HE CTOJIb OTUETIUBO.

Pazpabotka opdaHHBIX MpenapaToB AJisl MEAUATPUUECKON
NPAKTUKH CTAJIKUBAETCS C PSAIOM MPOoOJIeM, IIaBHOW U3 KOTOPOH
SIBJISIETCS TO OOCTOSATENBCTBO, YTO OOJBITUHCTBO JIEKAPCTB, MPHU-
MEHSIEMBIX JETbMH, MPEIHA3HAYAIOTCS JJI1 B3POCIBIX U KIMHU-
YECKHE MUCIBITaHUSA MPOBOJATCS TakKe Ha HHUX. JleTsaMm 3TH Jie-

KapCTBa MOT'YT HAa3HA4YaTbCs HE IO MPAMOMY HA3HAYCHHUIO, ITPH
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OTCYTCTBHH yTBEP>KJICHHBIX CIIEIMAIBHBIMU OpraHaMu MHCTPYK-
uui. Hampumep, npenapaT MoXeT ObITh Ha3HA4Y€H B MEHbLIEH
JO3UPOBKE, Y€M NpPU HA3HAYEHUU aHaJOTMYHOro Ipernapara
B3POCIIOMY TAIMEHTY. JTa CHUTYaIUsl BOCIPOU3BOAUT OIIMOOY-
HOE€ MpEACTaBJICHUE, YTO PEOCHOK — ATO yMEHBIIEHHAs KOMUS
B3pPOCJIOr0, YTO MOYKET HEraTUBHO OTPAXaThCs Ha IpOLECCe Jie-
YEeHHS U BhI3BATh HEMPEABUICHHBIE MTOOOYHBIE 3PPEKTHI.
O4eBuHO, YTO cama CUTyallMsl C HA3HAYEHUEM TaKHX Jie-
KapCTB CHPOBOLIMPOBaHa OINpPENEICHHBIM KPU3UCOM B pa3paboT-
K€ HOBBIX MPOPBIBHBIX JIEKAPCTBEHHBIX Mpenaparos. Mcnoib3o-
BaHHE MperapaTa He MO NPSIMOMY Ha3HAYEHMIO 3a4acCTyIO BbI3Ba-
Ha HAJIMYMEM Y MallMeHTa TSHKENOro, Hampumep, oppaHHOro 3a-
0oJIeBaHUsA, KOTOPOE MOXKET YrpOXaTh KU3HU WU HapyllaTh €€
KayecTBO, B CHUTYyallMHM, KOIJa OTCYTCTBYIOT CHELH(pHUUECKHE
CPEACTBA JICUEHUS M MPEAINOJIAracTCs, YTO UCIOIb3YEMBbINA Ipe-
napat BbI30OBET MOJOKHUTENbHBIN 3(()EKT B ICUSHNUN NAI[UCHTA.
Crpagatouumu opaHHbIMU 3a00JI€BaHUSIMUA JIETH 3a4ac-
Tyl HaumOoJiee MOABEPKEHbl PUCKAM MCIOJIb30BAHMS HEJMIICH-
3UPOBAaHHBIX CPEJICTB M JIEKAPCTB HE IO MPSAMOMY Ha3HAYEHUIO.
D10 00YyCIIOBJIEHO W HU3KUM YpPOBHEM pa3paboTku opdaHHBIX
IpenaparoB, 1 HE3HAYUTEIBHOCTHIO UX ACCOPTUMEHTA, U OTCYT-
CTBHEM HEOOXOAMMOM TOCyJIapCTBEHHON TOJUTHKUA B JaHHOMN

obmactu. Bce 3TO mo3BoiisieT paccMaTpuBaTh MPUMEHEHHE Jie-
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kapcTB «off label» B kauecTBe HEKOHTPONIMPYEMOTO KIMHHYE-
CKOTO HWCCIICJIOBAHUS, BBI3BIBAIOIICTO YPE3BHIYANHO ITUPOKUH
MAcIITad PUCKOB H HEOOPATHMBIC [TOCTEACTBUS .

OrpoMHYyI0 poJib B pa3paboTke opaHHBIX TpenapaToB Ur-
paroT GHOCOHUATBHBIE TPYIIIHI - MAIHEHTCKHE OPraHu3aLHi .

KonBeprenmust ycunuii 00beIMHSIET UHTEHIIUU WHWBH-
JOyaJIbHBIX M KOJJIEKTUBHBIX aKTOPOB. 3/1€Ch UPE3BBIYAMHO BaXK-
Ha MyOJMYHAs aKTUBHOCTD, HAIIPaBJIeHHAS Ha 00CYKICHHUE TIPO-
OsieM Jroziei, cTpamaronux opdanHbiMu 3a0oneBanusm. CMU,

couaJIbHbIC CCTH, IICTUIHMHM Ha CIICHHUAIIBbHBIX I/IHTepHeT—

pecypcax MPHUBJIICKAIOT BHUMAHHNC PA3JIMIHBIX HCCHGHOBaTeHeﬁ,

>’B mporiecce pasBUTHS MEIMIIMHBI [UTS PELICHHS STHX TPOOIEM JealoTCs
cooTBeTcTBYomue maru. Hanpumep, B EBpone ¢ 2006 r. peanusyercs Ho-
Bas cTparerusi GpapMaKkonoJIUTUKU B ieguaTpun. OHa MpeanonaraeT 3aKkpe-
TUIeHHUE 3a (papMaleBTHYeCKUMU KOMITAHUSIMH 00S3aHHOCTH TIPOBOMTD Tie-
TUaTpUYecKue KIMHUYECKHE UCCIIEJOBAaHMSI BCEX JIEKAPCTBEHHBIX CPEJICTB,
COJIEpIKalllMX HOBbIE aKTUBHBIE BEILIECTBA, a TAK)KE IIPENapaToB, 0 KOTO-
PBIM I0/IaHBI 3asIBKM HA PETUCTPALIMIO HOBBIX MTOKa3aHUH, T03UPOBOK W/WIIH
JIEKapCTBEHHBIX (POPM, €CJIM CPOK MX IMATEHTHOM 3alIUThl HE 3aKOHUMJICS. -
[Toapo6uee 06 stom cm.: Jlanun 1O.E., [Tonosa O.B. Kninanueckue ucciie-
JIOBaHUS B MEMATPUU: ITUKO-TIPaBOBbIE Mpo0OieMsbl // IIpaBoBbIE BOIIPOCH! B
3apaBooxpaneHuu. 2013. Ne 6. C. 104-112.

58XopOIJJI/IM IIPUMEPOM 37ECh SABISAETCA AeATEIbHOCTh EBpOIIEHCKOM opra-
Huzaruu 1o peakum 3adoneBanusiMm (EURORDIS). EURORDIS crioco6ct-
BYET CO3/IaHUIO HOBBIX IPENApaToOB U MEPEAOBBIX METO/I0B JIEUEHUS, B TOM
yyclie A1 NeAMaTPUUECKUX HYXKI, COTPYAHUYAET ¢ (hapMalleBTUUECKUMHU
IIPOU3BOUTENISAMHU Ul YCKOPEHUS CO3/1aHUS HOBBIX METOJIOB JICUEHHUS, CIIO-
COOCTBYET MOBBILLIEHUIO JOCTYITHOCTH MIPENapaToB U IOMOTAET MalkueHTaM
MOJYYUTh O HUX JOCTOBEPHYIO HH(POpMAIHIO.
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U OOBIYHBIX COTEPEKUBAIOIIMX JIIOJICH, CIIOCOOHBIX OKa3bIBATh
BIIMSHUE HA (POPMUPOBAHUE HOBBIX CTPATErUi OMOTIOIUTHKHY.

Hamnpumep, 3namenuroe snekapctBo CnuHpasza, MO3BOJISIO-
1ee JISYUTh BCE TUIIBI CIIMHAIILHON MbIeuHo arpoduu (CMA),
NPOLUIO UIUTEIbHYI0 HCTOPUIO JIETaIU3aliu, I71€ 3HAYUTEIIbHYIO
poJib chirpasia 60opr0a HEKOMMEPYECKUX OpraHu3aluid pPOoJIUTe-
nei”’. Bo MHOrom Oylaroyiapsi HaCTOMYMBOCTH CeMel OOJBbHBIX
CMA. B 2009 r. CnuHpaza Bouuia B COUCOK MEIUIIMHCKUX TPU-
opureroB B CIHIA, a mocie cepur KIMHUYECKHX HCHBITAHUNA B
2016 r. Gbina 0106peHa K npuMeHeHHo . JlaHHbIi IpUMep SIBIIA-
€TCsl MOKa3aTelbHbIM, MO3BOJISAS PACCMOTPETh BIIUSIHUE AKTUBU-
CTOB, CBSI3aHHBIX C TAIMEHTCKUMHU OPTraHU3alUSIMH U CEMbSIMHU
MAIMEHTOB, HA BO3MOXKHOCTh U3MEHEHUSI KPUTHUECKOU CUTYyaIluu
C OTIIEIBHBIMU HO30JIOTUSMH, IEMOHCTPUPYS «Kak Oosee riy0o-
KO€ NMOHMMaHHe TeHOMa U NaToreHes3a 3a00JieBaHMsl, B COYETaHUU
C aKTHBHBIM YYaCTUEM CEMbH, MOKET U3MEHUTh KIMHUYECKHUE UC-
CJIC/IOBAHMS U Pa3pabOTKy JeKapcTy»' .

OtaenbHON NpoOIIEMO OUCKA CTIEHM(PUIECKUX JIEKAPCTB
JUTsl JiedeHus: opaHHBIX 3a00JIEBaHUM SIBISETCSA CMEHA MEIH-

IIUHCKOW YCTaHOBKH, CTPEMJICHUS JIEUUTh 00JIe3Hb, a HE O0IBHO-

59Ta1<1/1x, kak Families of SMA, Cure SMA u nap.

%Cwm.: Simi¢, G. Rare diseases and omics-driven personalized medicine //
Croat Med J. 2019 Dec; Vol. 60. Ne 6. P. 485-487. Doi:
10.3325/cmj.2019.60.485. P. 485.

*ITam xe.
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ro. Peub ueT o cioKHOCTSIX B OTHOILIEHUH MEPCOHANIMU3AIH 00-
JI€3HU, TMOUCKA CHEIU(PUUYECKUX JIEKApCTB U METOJIOB JIEUEHUS
3a00/IeBaHUN B 3aBUCHUMOCTH OT HMHJMBUIYaJTbHBIX OCOOCHHO-
cTeil camoro nanueHta. OHU MOTYT ObITh Pa3HBIMU JIaXKe MPHU
HaMM4uu o01en Hozonoruu. Kak 310 00CTOATENBCTBO MPOSBIIA-
€TCsl B OTHOILLIEHUU MAllUEHTOB C peAKUMH 3aboseBaHusMu? He-
CMOTpSl Ha YCIIEXH B PA3BUTHUU NEPCOHAIUIUPOBAHHONW MEIUIM-
Hbl U BIUSHUE HA PEAKUUIO HA JIEKAPCTBO WM MEIAUIMHCKOE
BMEIIATEIBCTBO MHAUBHUYAIbHBIX T€HETUYECKUX U MOJIEKYJISIp-
HBIX OCOOEHHOCTEMN, BCE KE B MEAUIMHE MPOJIBUTAaeTCA MOJXO0]
«oMH HOPMAT TIOXOIHUT BCeM» .

Bocrnpusitue 007€3HU CKBO3b NPU3MY OOIIETPUHSATHIX
NPEACTABICHUA MOXET OKa3bIBaTh HETaTUBHOE BIIMSHUE HA IPO-
[leCC JUarHOCTUKHU U JIEYEHUS] U PACIPOCTPAHEHHBIX, U OpdaH-
HBIX 3a0oseBanuii. J[. DaitrenOaym, Bpay U OJTHOBPEMEHHO Ia-
LUEHT, CTPAJAIOLIMi pPEeIKUM 3a00JIEBAHUEM, CTAJIKHUBAETCSA C
OLIEHKOH €ro COOCTBEHHOI0 3a00JI€BaHUS 110 AHAJIOIMH CO BCEMU
OpyrumMu  (pacrnpoCTpaHEHHbIMU) 3a00JI€BaHUSIMU B KayecTBE
CyMMBI 3JIEMEHTOB, CUMIITOMOB, JUISl BBISBJICHHSI KOTOPBIX HC-
NOJIB3YIOTCSl YK€ HM3BECTHBIE JUATHOCTUYECKHE WHCTPYMEHTBI.
Taxoii B3rasA Ha 3a00N€BaHUS, SBISASACH XapaKTEPHBIM IJI CO-

BPEMEHHON OWOMEIUIIMHBI, OTPAXKAET TOCIOJICTBO KapTe3UaH-

62
Tam xe.
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CKOI'O B3IJIJA, C XapaKTEPHBIM JUIsI HETO NMPUHLMUIIOM JEJIEHUS
HAa 4acTH", M, KPOME TOrO, CBUJCTENBCTBYET O Oe3rpaHH4HOIM
BEpe B TEXHHUKY, CIE€IOBAaHUU MUY O TEXHOJOTHUYECKOU TpaHC-
uenaeHmu (P. IsBuc-®noiin)

TexHoMeauuMHa UMEET JEN0 C ASIUMOCTbIO MHIUBUIA U
HOCPEACTBOM JIEIEHUS OCYILECTBISET MOIX0/] K TOHUMaHUIo 00-
ne3Hd. Bone3Hb CTAaHOBHUTCS COBOKYMHOCTHIO CUMITOMOB, KOH-
CTUTYUPYIOLIUX 3JIeMEHTOB. Pa3neneHHoi OoJie3HH COOTBETCT-
ByeT oco0ass OMOMEIUIIMHCKAsl MPAKTHKA, C XapaKTePHBIM IS
Hee JIEJICHUEM Ha CIEUUaJIbHOCTH U 30HBI OTBETCTBEHHOCTH. Jle-
YUTCS JIMIIb TO, YTO MO>XHO HCIIPABUTH C IMOMOIIBI U3BECTHBIX
meTo108",

OnHako COOCTBEHHOE BOCHPHUATHE OOJIE3HU MAIMEHTOM
KapJMHaJbHBIM 00pa3oM OTJIMYAeTCsl OT MOHMMAaHHUS, IpPHUBHE-
CEHHOTO MEAMIIMHCKUM COOOIIECTBOM. DTO MPEXK]IE BCETO IK3U-
CTEHUMAIbHBINA OMBIT, BBI30B, KOTOPBII ONPEIEsSeT «OTHOIEHUS

65 o
C MUPOM U JIIOABMH BOKPYT) . BHYTpCHHI/II/I OIIBIT MCPCIKUBAHUA

n CTpaJaHud INIOXO COOTHOCHUTCA € KOJIMYCCTBCHHBIMHM ITIOKa3a-

%Tlompobree 06 sTom cm.: Davis-Floyd R. Birth as an American Rite of
Passage. Berkeley: University of California Press, 1992.

% Tam sxe.

65(I)\'¢1171reH6ayM, J1. B norone 3a xwu3Hbto. ctopus Bpaya, onepearuBIIEro
CMEPTH U CHaciiero cedsi U Jpyrux ot HeusneunuMoit 6onesnn / Ipun Daii-
renOaywm; niep. ¢ anri. B. ['opoxoBa; Hayd. pen. A. Cakepun. M.: ManH,
NBanos u ®epbdep, 2020. C. 101-102.
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TEJISIMA U Pa3IMYHBIMHM NapaMeTpaMHU, ONPEIEIIIOIIUMUA TEXHO-
KpaTU4eCcKoe MOHUMaHue O00JIE3HH.

Ha Bocrnpusarue opdaHHBIX 3a00JICBAHUNA OKa3bIBACT BJIHS-
HUE MHOXeCTBO (akTopoB. CTOUT YMOMSHYTH MPEKJE BCETO
skoHOMUYeckuid. OH ompenaesnser ocoOblii crnocod opraHu3aluuu
OMOMEIMIIMHCKUX HCCIeIoOBaHUN. bruomeauniimuaa mpencraBiser
co00li XapaKTepHBIN MIPUMEP Pa3BUTHUSI COBPEMEHHOM TEXHOHAY-
ku. [Iponcxoasmiue B HeW N3MEHEHUS SIBJISIOTCS MaHH(ECcTaIei
rII00aTBHBIX [EePEMEH, 3HAUYMMBIX I Haykd B rexom™. Ilpu
3TOM OW3HEC, KOMMEpIMaau3alus OuomMaTepuaIoB CTAHOBATCS
HEOTHEMJIEMOM YaCThIO MOCTOSHHO ACHCTBYIOIIETO U HEYKIOHHO
Pa3pacTAMOMIErocs TEXHOHAYYHOTO KOHTYpa OHOMEIHIMHEL .
CoBpeMeHHbIE OMOTEXHOJOTUU SIBJISIIOTCS KOMMEPYECKUM TPO-
nyktoMm. OgHako GakTop KOMMEpIIMaIn3alui HEraTUBHO CKa3bl-
BaeTcs Ha 6opbOe ¢ ophaHHBIMU 3a00JICBAHUSMU.

BrisiBieHne ¢GpakTopoB, TOPMO3SIIUX MPOTPECC B JICUCHUH
penkux 3a00JIeBaHUM, 3a4aCTy0 TPUBOIUT K TICUXOJIOTHYECKOMY
HaANpPsDKEHUIO, OCO3HAHUIO0 cOOCTBEHHOro Oeccuius B O00opbOe ¢
3aboneBanueM. B 3Toif cBsI3M BoCcTpusiTHE COOCTBEHHOM 00JI€3HU

CTAHOBHUTCA CIIC Oonee APaMaTUYICCKUM, 3aTparuBarOliuM BCC

%0 TEXHOHAYYHOM KOHType OMoMeuIHbI cM. uccienoBanus b.I'. FOnuna,
B yactHocTH: FOaun B.I'. O06 3Toce TexHoHayku // @uinocodckue HayKu.
2010 Ne 12. P. 58-66.
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CYIIECTBO MAalMEHTA, BbI3BIBAIOIIMM OrPOMHOE ICHUXO3MOIHO-
HaJgpHOE cTpadaHue. [lanuenT unu ero GJIM3KUE MPUXOJIAT K IMO-
HUMaHHUIO TOTO, YTO TPHUIETCS HE TOJBKO OOPOTHCS C CaMUM 3a-
OoJieBaHMEM, HO U CYIIIECTBEHHBIM 00pa3oM BJIMSAThL Ha U3MEHe-
HUE HAy4YHOTO 3TOCa U COIMAJIbHO-d)KOHOMHUYECKUX YCIIOBHI, B
KOTOPBIX OCYIIECTBISIETCS MPOLIECC UCCIIeN0BaHUs 3a00IeBaHus,
CO3/Ial0TCSl HOBBIC MpenapaThl U OKA3bIBAETCS MOMOIIb OOJBHBIM.
DT0 BAUMSET Ha MpoIecC OOBETUHEHUS C APYTHUMH TaIllUCHTaMH,
B3aUMOJICCTBUE C MCCJIEAOBATEISIMU U BOBJICUEHHUE B IMPOIIECC
O0pBOBI ¢ OOJIE3HBIO MHOTUX aKTOPOB.

IIpoGiiema opdaHHBIX 3a00JeBaHUN - MpoOIeMa TI00ab-
Has, TO3TOMY €€ He0OXOJUMO pellaTh Ha OCHOBE KOHBEPTECHIIMHU
HAllMOHAJIBHBIX W TJIOOAJTBHBIX YCWIMH TPU Pa3BUTHU YCIOBUMN
JUTsl BOBJICUEHHSI BCETO OOIIECTBA B €€ pemieHue. B aToil cBs3u
Bce Gosbluee BiMsHUE mprobperatoT uaen k. Pomsa®™. B coot-
BETCTBUU C €0 B3IVISIIAMU YKOHOMUYECKOE M COLMAIbHOE Hepa-
BEHCTBO, KaK Hampumep, OOrarcTBO M BIACTb, CHPABEIUBHI
TOJILKO TOTJIa, KOTJa HECYT OOIIYI0 MOJIb3y U KOMIIEHCHUPYIOT

oTepH HanboJIee He3alUIIEHHBIX YWICHOB OOIIECTBA.

%Cm.: Pous k. Teopus cnipaBennmuBoctu / [lox pen. B.B. Lenumie-
Ba. M3narenscTtBo HoBOCHOUpCKOTO YHUBEpCcHUTeTa, 1995. 534 c.
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B nmuckypce 06 opdaHHBIX 0OJI€3HBIX JTaHHAS TOYKa 3pe-
HYSI 3a4aCTYI0 MPOTHBONOCTaBIseTcs nosuiuu P. Hosuka®, co-
TJIACHO KOTOPOM TOCYIapCTBEHHBIE MPOTPAMMBI BCEOOIIETro
3/IpaBOOXPAHEHUS SIBIISFOTCS Pa3HOBUIHOCTBIO COITMATIBLHOW He-
CHpPaBEIMBOCTH, TaK KaK MPEANONaraloT HaCHJIbCTBEHHOE Tiepe-
pacripesiesieHrie 4eCTHO 3apab0TaHHONW COOCTBEHHOCTH.

CTouT TOMYEPKHYTh, YTO MPUMEHEHHE TPATUITUOHHOU
SKOHOMHUYECKON OIEHKH W YTHWJIMTAPUCTCKOTO MPUHITUIA MaK-
cuMU3aIuK odmiero 6yara kK npodieMe opdaHHBIX 3a001eBaHUN
MIPEJICTABIIACTCS HETOCTATOYHBIM.

B cnydae ¢ opdanHBIMEU 3a00JI€BaHUSIMU TIOJABEPTAIOTCS
TIEPEOCMBICIICHUIO MHOTHE YCTOSBIIMECS TTOHATHUS M MTPUBBIYHBIC
SIBJICHHSI, TIPUCYIIIAE PA3BUTHIO COPBEMEHHOW HayKe, B YaCTHO-
CTH, 3]1eCh aKTyaJIH3UPYIOTCS WJIEU Japa M COJUJIAPHOCTH, pac-
IIPOCTPAHSIOTCS TPAKTUKH JapooOMEHa W TYMaHHUCTHYECKHX
IIEHHOCTEH, HAIIPABJICHHBIX HA MOOMIPEHUE MHTETPAIUU JIIOJICH,
a HE WX KOHKYPEHIIUY B HAYYHOU JIEATCILHOCTH.

B nocnennue roawl Bce Oosibliiee 3HAUYEHHUE MPUOOpETaeT
dakTop BIUSHUS MAIMEHTCKUX TPyHI (0COOBIX OMOCOIMATBHBIX
CTPYKTYp) Ha (hOPMHUPOBAHUE HOBBIX CIOCOOOB OpraHHM3aIMK Ha-

YYHBbIX I/ICCJ'ICI[OBaHI/Iﬁ N pa3sBUTHUC OCOOBIX AMUCTEMOJOTHYCCKUX

%Cm.: Hosuk P. Anapxust, rocyaapcTso u yromust = Anarchy, State, and
Utopia (1974) / Ilep. ¢ anrn. b. Iluackepa nox pex. 10. Ky3nenosa u A.
Kypsesa. M.: UPUC3H, 2008. 424 c.
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PEXXHUMOB, B KOTOPBIX B IPOLIECC MOTYYECHNS 3HAHUSI BOBJIECKAOTCS
KaK y4eHble, TaK U HENpO(PEeCCUOHATIbI, TJIE MHTETPUPYETCS pa3HbIN
OIIBIT ¥ CIOCOOBI POSIBIECHUS TPAKJIAHCKOW aKTUBHOCTH.
Curyanuio 1eMOKpaTU3aliy mpoliecca NojaydyeHus 3HaHun
B 00J1acTH pelKuX 00Je3HEeW MOKHO pacCMaTpUBaTh Kak MpUMeEp
BOIUIOIICHUSI UJECOJIOTUN TpakAaHCKOW HayKu, ABMKeHus «Cue-
nait cam» (Do it yourself) B Ouonoruu. 31ech BaXXHBIM SIBIISICTCS
ONBIT CAaMOOPTaHU3ALUA M KOHBEPTECHIIMU YCUJIIUU Pa3IMUYHbBIX
aKTOPOB, 3aMHTEPECOBAHHBIX B HOBOM 3HAaHUU 00 opdaHHBIX 00-
JI€3HAX, BHEAPEHUH MPAKTUK JapOOOMEHA KaK B OTHOLIEHUU TO-
JYYEHHOTO 3HaHUs, TaK W MOJYyYEHHBIX OMOMAaTepUalioB, Kpay/i-
(baHIUHT U BHEIPEHUE HOBBIX (DOPM HAYUHOTO MEHEIKMEHTA.
IlokazarenbHbl B 3TOM CBs3M JBa Kaszyca - ucropus /.
daiirenbayma, Bpaua ¥ OJJHOBPEMEHHO MaIlMeHTa, CTPAJAIOIIEeTO
peaxoit 6onesnwsto Kacrtnemana, u uctopus . Teppu, y nereit
KOTOPOH OBIJI0O 0OHAPYKEHO PEaKOe 3a00JICBaHUE - AJTACTUICCKAS
ncepaokcanTomMa (PXE). Ux cinydam neMOHCTpUPYIOT TPOIIECC
MPOTUBOCTOSIHUS OTMEJBHBIX TpaxkaaH NMpodecCHOHAIbHON Hay-
K€ IPUMEHHUTENIbHO K 00JIaCTU 3HAHUW O KOHKPETHBIX Op(paHHBIX
Ho30Ji0THsIX. OH MPOSIBASETCS B MONBITKE U3MEHUTH CTHIIb U M€-
TOJBl HAyYHBIX HCCIEAOBaHWN opdaHHBIX 3a00J1eBaHUM, pase-

JIICMBIC HAYYHBIM COO6HI€CTBOM OCHHOCTHU U CITOCOOBI HHTCI'pa-
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MM YJE€HOB HAyYHOrO0 COOOIECTBa, CO37aB HOBBIC (HOPMBI
yIIpaBJICHUS HAYKOMU.

J1. daiirenbaym mocie OJHOTO W3 PEUUIMBOB CBOCH 00-
JIE3HW U CTOJIKHOBEHHS C MPOOIEMOI MOCTAHOBKHU MPaBUIHLHOTO
JMarHo3a HauMHAeT U3ydaTh npodiaeMy GopMUPOBaHUS KOpITyca
3HaHUK 00 opdaHHbIX OoJie3HbIX. OH BUIUT s MPENSTCTBUMA,
CAEPKUBAIOIIMX MpOrpecc B 00JaCTH MOHUMaHUs ophaHHbIX 00-
Je3HeH: KOMMEpIIMaIU3allui0 HAYYHOTO 3HAHUS, OTCYTCTBUE
IPaMOTHOTO HAyYHOTO MEHEKMEHTA U HAy4YHOT'O ATOCA, OMpe-
JIESIEMOr0 MHTETpalue yCuiaud U J1apooOMEHOM, a HE KOHKY-
peHIMEel B TOJYYCHWHM 3HAYMMBIX PE3yJbTaTOB B 00JIACTH Op-
(dbaHHBIX 3200JICBaHUI.

ITo cnoBam /[I. daiirenbayma, «Hemoctatok ¢duHaHCUPO-
BaHUS JIMIIb YCYTYOJIsET HEMPOYMaHHYIO0 KOOPAUHAIUIO U TIJI0-
X0€ COTPYJHUYECTBO B 00JACTH MEAUKO-OUOIOTHYECKUX HCCIIe-
JOBaHUN W MOOYXXJAaeT YYCHBIX paboTaTh HE3aBHCHMO W JTAXKE
KOHKYpHUpOBaTh, a HE peniaTh NpodjeMy peakux 3abojeBaHUi
cooOma. HekoTopele crenuanucTbl CTaparoTcsl TPUIPSITATh MO0-
Jy4YeHHbIE Yy TMAalMEHTOB 00pa3ibl, BMECTO TOTO YTOOBI TOJIE-

70
JINTBCA UMU C IPYTUMU)> .

70CI)a171reH6ayM, J. B norone 3a xxwu3Hbto. lcTopus Bpaya, onepeauBIIEro
CMEPTH U Cracmiero cedst u Jpyrux ot HeusaeunMoit 6onesnn / Ippun Daii-
renOaywm; niep. ¢ auri. B. ['opoxosa; Hayu. pea. A. Cakepun. M.: ManH,
NBanos u ®epodep, 2020. C. 131.
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OH yKa3bIBaeT Ha OTCYTCTBUE PETUCTPOB U OMOOAHKOB /IS
[EHTPATU30BaHHOTO XPAHEHUS! JaHHBIX M 00pa3loB, a TaKKe
CHCTEMAaTHYECKOTO OMNHUCAHUS KIMHUYECKUX U J1aOOpaTOPHBIX
MaToJIOTUA UM HEOOXOAMMOUN KOOpJWHAIIMM HcclieoBaHuil. Bce
3TO CO3/1aBaJI0 MCKAXKEHHOE MPE/ICTaBICHUE O ero opPpaHHOM 3a-
OoJieBaHWH, IEMOHCTPUPYS OTCYTCTBHE €IMHOTO, COTJIACOBAaHHO-
O MOHUMAHHS 3a00JIeBaHuS .

K ananormunomy BeiBoay npuxomut u L. Teppu, cronk-
HYBINAsACS ¢ HEJOCTATKOM HAay4YHOW WH(OpMAIIUU O PEIKOM 3a-
OoJICBaHMM CBOMX JCTEH - DIIACTHYCCKON IICEBIOKCAHTOME
(PXE). Ona oTrmedaet paBHOAyITHE OMOMETUITUHBI, T€ TOCTIOI-
CTBYET OpPHEHTAIIMSl Ha JUYHBIM yCIeX HCCIIeIOBATENs, K WHIHU-
BUJIyaJbHOCTU CaMUX TMAlMEHTOB, OMHUCKHIBAS CUTYaIUI0 OECKO-
HEYHOTO B3SITHS OMOMAaTEepHUANIOB Yy TPaKJaH, CTPAJAOIINX Op-
dbannbpiMu 3a60neBaHusIMU: «CrycTs napy aHen nocie Poxect-
Ba MpUEXaJIl UCCIeAoBaTeNu U3 yHUBepcuTeta bocToHa, 4TOOBI
B35ITh KPOBb Y HAC W HAIIUX JIETeH I TOWCKA I'eHa, OTBETCT-
BEHHOT'O 3a 00je3Hb. Yepe3 HECKONbKO JHEW MpUObUIM y4EHbIE
W3 MEJAUIIUHCKOTO IIEHTpa Hbfo-ﬁopfca, TOXE 3a 00pa3lamMu Kpo-
BU. “OT0 %€ netu. M nmaTh U cemb JIeT. 3a4eM BBIHYXIATh UX
BUJIeTh uriy emé pas? Ilompocute Tex uccnemoBaTenel moje-

JuTbesl MartepuasioM”. OHHU CHUCXOAUTENBHO YCMEXHYJIUCH:

71
Tam xe.
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“ITopenuthea?” Tak MBI y3HAIU, 4TO B OMOMEIUIIMHCKHUX HCCIIe-
JNOBAaHUSIX PENKO AenATCa MarepuanaMu...Kpome Toro, Hexena-
HUE JIETUTHCS JAHHBIMHU, C KOTOPBIM MBI CTOJIKHYJIHUCH, OBLIO
MaccoBbIM. McciienoBarenn KOHKYPUPOBAIM JIPYT € APYIOM, IO-
CKOJIBKY «3KOCHCTeMa» OblUIa CO3/1aHa ISl MOOLIPEHUS] KOHKY-
PEHIINH, a He [T OONEerYeH s CTPAJaH il GONBHBIXY .

Kazycer II. Teppu u [[. dalirenbayma WHTEpPECHBI HE
CTOJIbKO YKa3aHHWEM Ha HEJOCTATKH OpTaHU3aIMH OMOMEIUIINH-
CKHUX UCCIIEIOBAaHUM, I'/I€ MOABEPrarOTCs KPUTUKE KOHKYPEHTHO-
CIIOCOOHOCTh M KOMMEpIMAIN3alisl HAyYHOTO 3HAHUS, TO €CTh
(bakToOphl, MPEMATCTBYIONMINE PA3BUTHIO 3HAHWUU 00 opdaHHBIX
00JIe3HSIX, HO TPEXJE BCEro OMHCAHHEM CIIOCOOOB MPOTHUBO-
CTOSIHUSA 3TOW CHUTyanuu. Pedb MaeTr 0 KOHBEPreHLUU YCWINHN B
Pa3UYHBIX HAMPABICHUAX PA3BUTHS OMOMEIUIIMHCKOTO 3HAHUS
B 0o0ylacTh opQaHHBIX OoJie3HEH. 3/1eCh OKa3bIBAIOTCA BO3MOXK-
HbIMU pa3inuuHbie (GopMbl rpaxaaHckoro yvyactus. Tak, 1. Tep-

PU ABJBICTCA YCIIOBCKOM, HC ITPUYACTHBIM MUPY HAYKHU, B TO BpPC-

"Teppu I11. Hayka He MOHMMAna peKoe 3a60IeBaHIe MOKX JCTeH, TOKa s
He pemmia uccienosath ero cama. URI:
https://www.Ted.Com/talks/sharon_terry_science didn_t_understand my k
ids_rare_disease_until i_decided to_study_it/transcript?Language=ru (na-
ta obopawenus: 8.09.2019).
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Ms kak J[. daitrenbaym - Bpad U UcCCien0BaTeIh, HUMEIONTUHN OIl-
pPEIEICHHBIN HayYHBIN OIIBIT.

Tem ue menee 11I. Teppu, siBisisich cBoero pojaa mpodaHom,
«UYEJIOBEKOM C YJIMIBD) CTPEMUTCA BOIUIOTUTH HOBBIN CLIEHAPUIA
(GYHKIMOHUPOBAHUSI UHCTUTYTa OMOMEIUIIMHBI U 3allyCTUTh HO-
Bble (DOPMBI OpraHU3alUK Tpollecca MoayueHus 3HaHus. Bmecte
CO CBOMM MY»XEM OHAa OCHOBBIBAET HEKOMMEPUECKYH) OpraHH3a-
muto PXE International, mpu3BaHHYIO WHUIIMUPOBATH W TPOBO-
nuth uccneaoBanus PXE, a Takke moanepKuBaTh JIFOJIEU ¢ 3Jia-
CTHYECKOM TIceBAOKCaHTOMOW. OHM OOBEAUHSIOT ITAIMEHTOB C
PXE, cobuparor ux OmoMarepuaibl JUIsl HCCIICOBAaHUN U B JTallb-
HEHUIIIeM BOIUIONIAIOT B KU3Hb «Tapa)KHBIN MOAX0J B OUOJIOTHU:
CHUMAIOT B apeHay Jiaboparoputo B ['apBapje u BMecTe ¢ mpo-
(dheccopaMHu-BOJIOHTEPAMH 3aHUMAIOTCS TTOMCKOM T'€Ha, OTBEYArO-
uiero 3a PXE, HaxoAsaT €ro, mareHTyIT U MPEAOCTABISIOT CBO-
OOmHBIN TOCTYM K MH(OPMAIIMKA O HEM, CO3/Ial0T UCCIICIOBATEIh-
CKMI KOHCOPIIMYM U OTKPBIBAIOT HAYYHO-UHHOBAIIMOHHBIN LIEHTP.

J1. daitrenbaym Takxke oOpaillaeT BHUMAaHUE HA BaKHOCTh
KOOPJIMHAIIMUA YCUJIMM U CaMOOpraHu3aluy nanueHToB. Kak mna-
IIMEHT, Bpad W UCCJE0BaTeIb (TO €CTh BBICTYyMAas OT JHIlAa HAy-
KH), OH TaKX€ CTAJIKUBACTCSA C PUTHJIHOW CTPYKTYpOW OpraHu3a-
M1 HAYKW U OpocaeT e BhI30B, yupekaas COBMECTHYIO CETh I10

0one3Hn KaCTJ'IeMaHa, N HAYWHACT IMPOBOJUTH MCCIICAOBAHUA, HA
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KOTOphIE paHee He BhIIEsIoCch (pruHaHcupoBanue. OH BBISBISET
HEJOCTAaTKM B HAYYHOM MEHEKMEHTE, OKa3bIBAIONINE BIUSHUE
Ha TPOIIECC MOTyUYeHUs 3HaHUS 00 op(haHHBIX 3a00JIEBHUSIX, YKa-
3bIBasi Ha TO, YTO «B obyactu peakux 00e3HEeW OTYasTHHO HEO0O0-
XOJIUM JUAEP — TOT, KTO OyAeT GopMUpPOBaTH COOOIIECTBO yue-
HBIX, KOHCOJUJANPOBATh 3HAHUSA, BBISIBISATH MPOOETHl B MOHUMA-
HUU, OINpPECNATh, KaKUe HCCISAOBaHUS HamOoJee MEPCIeKTHB-
HBI, HATAKUBATh COTPYIHUYECTBO MEXIY MOAXOISIIUMHU JIPYT
IPYTy MapTHEPaMH U B HTOTE IBUTATh OOIIMIA PasyM K Lemm» .

[Tpumepst L. Teppu u [I. daiirenbayma AeMOHCTPUPYIOT
TIOTIBITKY CO3JIaHUSl HMCCIICIOBATEIILCKOW alTbTEPHATUBBI KOMMEP-
IIUAJTU3UPOBAHHONW HAyKe ITOCPEJACTBOM CO3JIaHUS CaMOOpPTaHH-
3YIOIIUXCST UCCIIEIOBATENBCKUX CTPYKTYP, TTOJOOHBIX CTPYKTYpam,
dbopMUpYIOIIMMCS B paMKax «Tapa’kKHOTO MOJXoAa» B Hayke. OHU
SIBJISTFOTCSL OTPBHITHIMKM 30HAMH OOMEHa MH(OpMaIueil 1 morydeH-
HBIMHU OT HOCHUTENEH opdaHHbIx Oosie3Hel OnoMarepraIamu.

DTO JeMOKpaTHYHas Hayka, oOpaleHHas K IMpaBaM Iaru-
€HTa M €r0 MOTPEeOHOCTSIM, HEeCyIasi IEHHOCTH COTUIAPHOCTH U
KOHBEPI'eHIIMN yCHINMA, B3aMMOIIOMOIIH ¥ JOOPOBOJIBLHOCTH y4a-

ctusa. OHa BOBJIEKAET M TIIYOOKUX MPOdeCcCHOHANIOB, MpodaHoB,

& @aiirenbaym, /1. B morone 3a xxu3Hbpi0. MicTopus Bpaya, orepeauBIIero
CMEPTH U Cracmiero cedst u Jpyrux ot HeusaeunMoit 6onesnn / Ippun Daii-
renOaywm; niep. ¢ auri. B. ['opoxosa; Hayu. pea. A. Cakepun. M.: ManH,
NBanos u depodep, 2020. C. 156.
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HAIlOJIHEHHBIX NIO3HABATEIIbHBIM SHTY3Ma3MOM Tpa)JaH, a TAaKKe
NAIMEHTOB - HocuTeNel op(aHHbIX 3a0071€BaHUN U UX HEPAaBHO-
OyIIHBIX OMU3KkuX. O YeI0BEKOPAa3MEPHOCTH 3TOW HAYKH Ipe-
kpacHo Bbipasuiack L. Teppu na xondepenuun TED: «Hayka
— 3TO CJIOXHO, CJIOKHBI M PEryJIMpyIolIe HOpMaTuBhLl. B nene
MHOTO aKIMOHEPOB C CaMbIMHU Pa3HBIMU MHTEPECAMH U C Nepe-
KOCaMU B CHUCTEME MOOIPEHUM: MyOJMKaIluu, Kapbepa, aBTop-
CKoe MpaBo. 5] He OOBHHSIO YYEHBIX 32 TO, YTO OHHU BBIOpATIN Ta-
KOH MyTh, HO s OpOcaio BbI30B UM U HaM pajy U3MEHEHUs CHC-
TeMbl. UTOOBI IPU3HATB, UTO TIIABHOE — 3TO JIOIIY .
duHAHCHPOBAHHE MEIUIIMHCKUX UCCIIEJIOBAaHUIA B 001aCcTH
op(hanHbIX 32007€BaHUN B paMKax MPaBOBOTO MOIX0/1a, KOTOPO-
ro MPHUAEPKUBAIOTCS MHOTHME aKTUBHCTBI B 00JacTH Op(aHHBIX
3a00JIeBaHUN, pacCMaTpUBAETCs KaK BBIMOJIHEHHE MOpPAJIbHbBIX
00s13aTeNbCTB TIEpe] MAMEHTaMH U O0ecredeHUue MOTEHIIHAIIb-
HBIX NPEUMYIUECTB M1 OYyIyIIMX MOKOJEHUW, KaK OCHOBaHUE

Il pealin3alilii UX IIpaBa Ha KHU3Hb U COXPAHCHUC HPABCTBCH-

HOM KyJIbTYypbl 00ILIECTBA.

74Tepp1/1 [II. Hayka He moHuMasa pekoe 3ab0oieBaHue MOUX JIETEH, TTOKa 5
HE pellnia Uccie10BaTh ero cama //
https://www.Ted.Com/talks/sharon_terry science didn_t understand my k
ids_rare_disease_until_i_decided to_study_it/transcript?Language=ru (nata
obpamienus: 8.09.2019).
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Bo BceM Mupe Bce Gosblliee BHUMAaHUE YAEIAETCS Meauar-
pUYECKOMY cpe3y mpodsieMbl oppaHHbIX 3a00JI€BaHU, TOCKOIb-
Ky UX TUArHOCTHKAa B 2/3 ciy4aeB NMPOUCXOIUT B PAaHHEM JET-
CKOM BO3pacTe M 3a4aCTyI0 MPUBOINT K JICTAIILHOMY UCXOJTY.

Kak ormeuaer J[. @eiirenbaym, «Korga npenapatsl npu-
MEHSIOT HE TI0 MOKa3aHusM, 3(P(HEeKTUBHOCTh TEPANIUU PEIIKO OT-
CJI©KUBAIOT U 3Ta WH(OpMaIMs HE HaKaruiMBaeTcs. B utore Bpa-
4M, IPUHAMAs PEUICHHE, HE MOTYT OTTOJKHYTHCS OT MpPEIbIIy-
IIETO OMbITa M MOJyYEHHBIX pe3ysnbTaTroB. TakuM oOpas3oM, oi-
HUX TAI[MEHTOB HAYMHAIOT JICUYUTh METOJOM, KOTOPBIA B APYTUX
ClIydasix y»ke okazaicsi Hed((EeKTUBHBIM, a MHbIE U3-32 HEXBATKU
JAHHBIX JIUIICHBI JICYCHHS HE 1O TOKa3aHUsM, HO MOYTH TapaH-
TUPOBAHHO YCHEIIHOT0. ITO KaXETCs 0COOEHHO OOMIHBIM M Ia-
pPaJOKCaIbHBIM B HaIlleM WH()OPMAITMOHHOM 00IIECTBEY .

[IpoGiiema opdanHbIX 3a007eBaHUN 00YCIIOBJIEHA HE
TOJILKO CJIO)KHOCTBIO TpOIlecca TUArHOCTHKHU, HO M ¢ HEOOXOH-
MOCTBIO TOMCKa WH(popManuu o JiedeHnn. Huskasi cTerneHp pas-
paboTku op(daHHBIX MpemapaToB NMPUBOAUT K HCIIOJIB30BAHUIO

npenaparoB JJsl JIeYSHUs IPYTuX 3a00JIeBaHUM, TPUMEHSEMBIX B

75CI)a171reH6ayM, J. B norone 3a xxwu3Hbto. lcTopus Bpaya, onepeauBIIEro
CMEPTH U Cracmiero cedst u Jpyrux ot HeusaeunMoit 6onesnn / Ippun Daii-
renOaywm; niep. ¢ auri. B. ['opoxosa; Hayu. pea. A. Cakepun. M.: ManH,
NBanos u depodep, 2020. C. 132.
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JpyTroil BO3pacTHOM rpymmne (y B3pOCHBIX MAIMEHTOB), YTO Upe-
BaTO HEMPEJBUACHHBIMU TOOOUYHBIMU (P eKTaMHu.

J1. @eiirenbayMm Ha TpUMeEpe TOJATUIIA COOCTBEHHOH 00-
ne3nu — Oone3nu Kactiemana - mokassiBaeT, Kak 3HaHHE O 3a00-
JIEBAaHUU MOKET MPeObIBaTh B 30HE MHPOPMAITMOHHOTO BaKyyMa.
Ha wuccnenoBanue ero mojTUIa HE BBIIETSIIMCH (DUHAHCOBBIC
CpelncTBa, OTCYTCTBOBaJIa MpaBUJIbHAS KaTeropus3alus caMoro
3a0o0neBaHus, MOCKOIbKY OoJie3Hb KacTiemaHa, KOTOpYIO aBTOp
yAauHO Ha3Bal «opdaHHON U3 OphaHHBIX», HAXOJIUTCA HA «HHU-
YeHHOMU MOJ0Ce» MEXITY ayTOUMMYHHBIMH M PaKOBBIMU 3a00Jie-
BAHMSIMH, ° U B 3TOIl CBA3M U IIPOLECC MOKMCKA JICKAPCTB U €€
JICYCHUsT OKa3ajcsi HEOoObuaitHO cloXHbIM. OH mpeacTaBiseT
c000if MyTh yX0J1a OT HAUBHBIX MPEACTABICHUN O HEMPEPHIBHOM
MPOLIECCE CO3/IaHUsSl JIEKApCTB, HAIOJHEHHBIX Ipe3amMu O BOJI-
1meOHOM MacTepCKOM JIJIsl IEYEHUSI BCeX CYHIECTBYIOLIUX 3a00Jie-
BaHWW, U TPHUOTMKEHUST K TTOHUMAHUIO WHIWBUYTBHOU, TIOJI-
4ac HK3UCTCHIMAIBHOW TPACKTOPUU TIOMCKA JIEKAPCTBEHHOTO
CpencTBa, riae HeoOXOJIMMO TEM HE MEHEee OMUPATHCS Ha KOHCO-
JUAUPOBAHHBIE YCWIHS, CIQXKEHHYIO paboTy pa3iu4HbIX CIie-
UAINCTOB, MCCIEIOBaTENEH, MallMeHTOB-HOCUTENEH 3aboieBa-

HUU U UX OJIN3KUX.

"Tam xe. C. 153.
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Takxe HY>KHO IOMHHUTH O TOM, YTO MPOIECC HHPOPMHUPO-
BaHug 00 op(aHHBIX 3a00JIEBaHUSX, O PE3YyJIbTATaX TUATHOCTH-
KU, BCErJa Ype3BbIYANHO CII0KEH, CONPSIKEH € MOTEHIIMAIbHBIMU
TpaBMHUpYIOIUMHU 3 dexTamMmu. B CBSI3M ¢ 3TUM aKTyallbHOU 3a-
Jayell CTAHOBUTCS BBIPAOOTKA OMPEACICHHBIX KOMMYHUKATHB-
HBIX CTPAaTEeTHH: CIEHUAIBHBIX (POPM OOIIEHUS C POIUTEISIMH U
NEeTbMHU-TIAIUEHTAMH, PA3BUTHE HABBIKOB MPOBEJICHUS «TPYIHBIX
pPa3roBOpPOB», KOMMYHUKATUBHBIX CTAHAAPTOB B 00JIACTH MEJIU-
IIMHBI M TIOUCK CcHoco00B MH(pOpMHpoBaHUsS oOIIecTBa 00 Op-
(dbaHHBIX 32001€BaHUI.

JlnarHoCTUYECKHE CYKICHUSI Bpadya-reHeTHKa U TeM Oosee
€ro TeparneBTUYECKUE NEeHCTBUS HEM30EKHO COMPSIKEHBI C HEOO-
XOJIUMOCTBIO PEIIaTh MHOXKECTBO TSKEJCUIIIUX MOPATbHBIX JIU-
JeMM. MeIUKO-TeHETUYECKOE KOHCYJIbTUPOBAHUE — SIBIISAECTCS
CJIO)KHBIM KOMMYHHUKATHUBHBIM TMPOIECCOM, BOBJICKAIOIIUM B
paznudHbie (OPMBI OTHOIICHUH YUCHBIX, Bpadeid, MareHTOB, UX
DOJHBIX ¥ GIH3KHX .

Bpau-reHeTuK B CBOEM JEATEIIBHOCTU CTAIKUBAECTCA HE
TOJIBKO CO CIIOKHBIMHU JIMAaTHO3aMHU U PEIKUMH 3a00JICBaHHUSIMU,

HO 1 C OCJIBIM PAAOM IICPCOHAJIIBHBIX YCTAHOBOK U Hpeﬂy6e>1<)1€-

"MoxpoGHee 0 XapaKTePHBIX 0COOSHHOCTSX MEINKO-TeHETHIECKOTO KOH-
cyapTupoBanus cM.: [Tonoa O.B. Meanko-reHeTHuecKoe KOHCYJIbTUPOBa-
HUE B CUCTEME COIMAJIbHBIX (PaKTOPOB: MPOOJIEMBI U MOMCKU petieHus //
[Monutuka n obmectso. 2021. Ne 2. C. 29-39.
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HUI, OKa3bIBAIOLINX BIUSHUE Ha Bech X04 paboTsl. [Ipouecc re-
HETUYECKOTO KOHCYJIBTUPOBAHUS CONPSIKEH C ONPEACICHHBIMHU
YEJIO0BEYECKMMH YCTAHOBKAMHM, 3aTPYIHAIOIIMMH ITPOLECC aACK-
BAaTHOTO MH(OPMHUPOBAHUS U YCHEIIHOTO BOCTIPUATUS MOTYUEH-
HOU OT Bpaua-reHeTuka uHpopmanuu: «Bo-nepBbIx, MHOTHE Ia-
LUEHTHl NMPUXOAAT K T€HETUKY C MpeayOeKICHUSIMHU WIN Hepe-
albHBIMU OXXKHUIAHUSAMH. [[pyruMu cioBamu, BOIIPEKH MOJIydae-
MO MH(OPMAINK, OHU W3HAYAJIbHO HACTPOCHBI HA JETOPOXKIEC-
HUE WIH, HA000POT, BPEMEHHBIN WM MOJTHBIA OTKa3 OT HETO.

Hannuune nepBUYHON NICUXOJIOIrMYECKON YCTAaHOBKU HE I10-
3BOJISIET MALMEHTaM IIPABWJIBHO OLICHWUTH W NPHUHATH BO BHUMA-
HHe NHYOPMAIIMIO O TeHETHYECKOM PHCKE» .

Pa3BuTHe TeHETMKM CONMPOBOKIAIOCH PACTPOCTPAHEHUEM
MUGOB U npeayOexaeHUH, OrpaHNYUBAIOIINX BOCIIPUSATHE I'eHE-
TUYECKON MH(POpPMAIMKM WM CWJIBHO HCKa)karolux ee. B cBere
HEYKJIOHHO pacTyIleld TeHeTU3aluHu OOIEeCTBa BO3HHKAIOT CBO-
ero poaa Haoisl (PU3PAKU) «BEpbI» U «poja» . UemoBek BOC-
OPUHUMAET UH(POPMALIMIO Yepe3 CBOM LEHHOCTHbIE (DUIBTPHI U

3aJ10’KEHHBIE COLIMOKYJIBTYPHOM CPEJIOM CTEPEOTUIIBI.

78l“yfseeB I'.I". AxTyanbHble TPoOIeMbl MEIMKO-TEHETUYECKOTO KOHCYIIbTH-
poBanus // OCHOBBI TIpeHaTaIbHOM MuarHocTuky / o pea. E. B. KOaunoii
u M.B. Mensenesa M.: PABY3/IIII'; Peanbnoe Bpems, 2002. C. 164.
"Bakon ®p. Hoseiit opramon Hayk = Novum organum scientiarum / ®pan-
nuck bakon Bepynamckuii; nep. C. Kpacuibliukosa, BCTyIL. U npeauci. 5.
boposckoro; Poccuiickas akaz. Hayk, H-T ¢punocopuun. Mocksa: Kanon+,
2016. 351 c.
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CrnoxxuBumecs: mpeayoexIeHrs He MO3BOJISIOT aJeKBaTHO
OTpearupoBaTh Ha CMBICI MH(POpPMAIINH, TaIOT BO3MOXKHOCTh OT-
TOpOAUTHLCA OT Hee, peHeodpeusb €. Kpome Toro, cieryer oTMe-
TUTH OMPEACICHHYIO CTEIIEHb HEJOBEPHUS K T€HETUYECKOMY KOH-
CYyJIbTUPOBAHUIO, HETIOHUMAHHIO €ro IEJIEH U 3a7ay, 4TO MPUBO-
TUT K CUTyallMH, KOTJla «MHOXECTBO CEMEW MPUXOAAT Ha KOH-
cyJbTaIuio GopMaibHO, T. €. HE M0 BHYTPEHHEMY YOCXKICHUIO, a
10 HAMpaBJICHUIO Bpaya WJIU COBETY POJCTBEHHUKOB. Takue ma-
IIUEHTHl HE HCIBITHIBAIOT MOTPEOHOCTH B TE€HETUYECKON KOH-
CyJIbTAllUU, YTO 3aMETHO CHUXKAET YPOBEHb MOHUMaHUs UHOOP-
Manuu 1 S3QGEKTHBHOCTH CaMOil KOHCYIbTALHI .

Co3HaHue MalMeHTOB B CWIIy CBOEH MPUPOABI HAIMPaBJIEHO
Ha BOCIIPUATHE NMO3UTUBHOU MH(popmanuu. [larrent win ero pos-
CTBEHHUKHU CTaparoTCsi OTTOPOAUTHCS 3MOLUMOHAIBHBIM IIUTOM OT
uHbOpMaIIUY, pa3pylIaloNIed UX OXHUIAAHUS, HApUMeEp, CBS3aH-
HBIE C MPEJCTABICHUSIMH 00 HACAIbHOM 310poBOM pedeHke. KoH-
CTpyHUpYIOIIasi CHJIa CO3HAHUSI TIOPOXKIAET CBOCOOpA3HbIE 3aIlHT-
HbIE MEXAHHU3MbI, KOTOpPbIE Mbl MeTahOPUUECKU MOKEM OMHCATH,
VCITIOJIb3YS XapaKTEPUCTUKU «UI0JI0B Trerieps» @. bakona.

To ecTb peub UJAET O COBOKYIIHOCTH MPHUCYILIUX IEPCO-

HAJIBHBIX 3a0y)KJIE€HUI, CBA3aHHBIX C OCOOCHHOCTSIMH JIMYHOU

8Ol“y:seeB I''.I'. AxtyanbHble TPOOIEMBbl METUKO-T€HETUYECKOTO KOHCYIIbTH-
poBanus // OCHOBBI TIpeHaTaIbHOM MuarHocTuky / moxa pex. E.B. FOquHoit n
M.B. Mengenesa M.: PABY3III'; PeansHoe Bpemst, 2002. C. 164.
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TPACKTOPUM PA3BUTHSA M BOCHUTAHUS W BOCTIPHUATUS TOW WIIU
nHo mHpopmauuu. Kpome toro, paccyxmaas 06 0COOEHHOCTSIX
TeHETUYECKOTO KOHCYJIHTUPOBAHUS M €r0 OIEHKE KOHKPETHBIM
MAaIMeHTOM WM €ro MPEJCTAaBUTENEeM CIeIyeT Takke 00O03Ha-
YUTh MPUCYTCTBUE U CBOETO pojia «uaoa miomaan» (d. bakon),
c(hOpPMHUPOBAHHBIX HEMPABUIBHBIM YIOTPEOJICHHUEM CIIOB, MHO-
TO3HAYHOCTHIO TIOHSTHH B Pa3IuYHBIX cepax )KU3HU U 3HAHUS U
CBSI3aHHOU B CBSI3H C TUM C HEBO3MOXXHOCTHIO O0ECTICYUTH TTOJI-
HOTY MH(GOPMHUPOBAHUS W TIOHUMAHUS: «OOJIBIIOE YKCIIO Tallu-
CHTOB HE TIOHMMAIOT CMBICJIA TE€HETUIECKON HH(POPMAIIUH B CBSI-
3U C €€ CJIOKHOCTBIO WJIM B CBSI3U C HEMPABWIHHO BBHIOPAHHOU
BpagoM HOPMOiT H3IOKEHHS CBEICHUI» .

B cBeTe mepeuyucieHHBIX BBINIE MPOOJIEM OTHOIICHHS H
BOCIIPHUATHS TEHETHMYECKOTO0 KOHCYJIHTUPOBAHHUS TOCTEIIEHHO
dbopMUpPYIOTCS TIPEACTABICHUS O HAauOOJee aJeKBATHBIX CIIOCO-
0ax B3aMMOJICUCTBUS C MAIIEHTaMH, OCHOBAHHBIX Ha y4€TE MU-
POBO33PEHUYECKON M TICUXOJIOTHUECKON COCTaBISIFOMIMX. Tak, J0-
Ka3aHO, YTO JIydIlle yCBamBaeTcs WH(OpMAIus, MPEeA0CTaBIICH-

o 82
Hasl CEMBE B IIMCBMCHHOM (bopMe B BUAC 3aKIIOYCHUA .

*ITam xe. C. 164.

821“y3eeB I'.I'. AxTyanbHble IPOOIeMbl MEIMKO-TEHETUYECKOTO KOHCYIIbTH-
poBanus // OCHOBBI TIpeHaTaIbHOM MuarHocTuky / o pea. E. B. KOaunoi
u M.B. Mensenesa M.: PABY3/IIIL'; Peanbnoe Bpems, 2002. C. 153-174.
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DTO JaeT BO3MOXKHOCThH MOCTENIEHHO BOCIPHHATH MHMOP-
Malliio B HamOoJiee TOJIHOM BUJE, aJanTUPOBATHCS K HEM U Oc-
MBICTUTh. CyIIECTBEHHO BaXKHBIM 3/E€Ch SIBISIETCS MOJA00p Tpa-
BWJIHHON MOJIETIM TIOBEACHUSI B MPOIECCE TCHETUYECKOTO KOH-
CyJbTUpOBaHUs. B yacTHOCTH, HEOOXOMMO YYUTHIBATH OCOOCH-
HOCTHU TNPOTEKAHUS ICUXOJAMHAMHYECKUX IMPOLIECCOB BO BPEMs
noJTydyeHusi UHPOpMaIMu 0 HAIMYUKM KaKOTro-TH0O TeHEeTUYECKHU
00yCIIOBIIEHHOTO 3a00JICBaHUSI.

Hanpumep, cemeinHas ICUXOAMHAMHKA, CBS3aHHAs CO
CTpPECCOBOM peakiueld Ha MH(OpPMALMIO O HAUYMU Y peOeHKa
BPOKJIEHHOTO TEHETHYECKOTO 3a00JICBaHMS, MPOSBISCTCS B Ue-
pEeIOBaHUM Psifia ITANOB — OT cIaboro, PakTHUECKHU HYJIEBOTO
BOCIIPUATHSI T€HETUYECKOW MH(OpMalMu cpaszy moclie MoJiyye-
HUsT UHQOpMAllMM K OTPUIIAHUIO U €€ BBITECHEHHUIO. J[aHHBIN
MPOIECC 3a4acTyl0 COINPOBOXKIACTCA MPOSIBICHUEM arpeccuu K
Bpady, OH XapakTEepU3yeTCs pa3BUTHEM Jernpeccuu. [IpaBunpHas
nojavya MHGOpPMAIUKM TO3BOJISET CEMbE MOCTEINEHHO aJanTHPO-
BaThCsl K JUArHo3y, BO3BPaTUTh CHOCOOHOCTh PallMOHAIBHOTO
MBIIJICHHUS, TAFOLIYI0 BO3MOKHOCTh IPUHATUS KOHCTPYKTUBHBIX
pelieHuid. Y4YuThiBas 3Ty OCOOEHHOCTb MPOTEKAHUSI CEMEWHOMU
NICUXOJANHAMUKH, 1[€JIeCO00pa3HbIM MPEACTaBISAETCS T03UPOBaH-
Has mojaya WHQPOpMalUU, TICUXOJIOTHYECKas MOATOTOBKA K JIU-

arHozy. Bo3MOXHOCTb MpeosoneHusi pakTopoB, TPUBOASIIUX K
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HEMOJIHOTE MH(GOPMHUPOBAHUS U HUCKAKEHHUSIM MEHTAJIBHOTO Xa-
pakTepa, CBsi3aHa C BBICTpaUBaHUEM 0COOOW TECHOM KOMMYHHKa-

TUBHOM CBSI3U MCIKY Bpa4OM-TCHCTUKOM U ceMbeit IHanucHTa.

2.2. YTWIMTAPUCTCKHE U NIPABOBbIE NPeICTABJICHUS
B KOHTEKCTE NMOMCKA pelieHUus npodJieMbl

opdaHHbIX 3200/1eBaHUI

OmnucaHHBIM BBIIIE YTUUECKUM I10JIX0JI, CBSA3aHHBIM C KOH-
BEpreHIUe yCWInii, MpeACTaBsAeT OJIHY U3 CTPATETUN PeIICHUS
npoOiemMbl opdaHHBIX 3a00eBaHuil. BMecTe ¢ TeM BO BceM Mupe
aKTUBHO Pa3BUBAIOTCS U JIPyTHE dTUUYECKUE opueHTauu. Kpatko
pPacCMOTPUM YTWJIUTAPUCTCKUNA M MPABOBOM MOAXOJbI K pellie-
HUIO MpobieMbl opdaHHbIX 3a0oneBanuii. Kaxnprii u3 HUX CO-
MPSDKEH C OMNpEIeSICHHBIM MMOHMMAaHUEM Mpoliecca pacupeese-
HUS PECYPCOB B 3/IpaBOOXPAHEHUHU.

B ocHOBe yTWIMTapHCTCKONW ITHYECKOW OpPUCHTAIUU Jie-
KUT MPUHIIUIT MakcuMmu3anuu odmiero Onara. [log mocinegHum
MOAPa3yMEBAETCS MPUHECEHNE MAKCUMAJIbHOW MOJB3bI JUISl 3/10-
pOBbsl manueHTa. [loHsTHEe MakCUMaIbHOW IMOJIB3bl B COBPEMEH-
HOM HAay4YHOM JINTEPATypPE HEAOCTATOYHO PACKPBITO W, KAK Mpa-

BHJIO, YUYUTBIBACT TAKHC IIApaMCTPbI, KaK IMIPOAOJIZKUTCIbHOCTL U
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KaueCTBO KM3HM MAIlMEHTA. Y Ka3aHHbIE XapaKTePUCTUKH B CBOIO
ouepeib COOTHOCSTCS C MPOOJIEMOM paclpeIeeHHs] pECYPCOB.
Pecypchl, cormacHO [MaHHOW MOJENH, PacIPEAeIIIOTCS
IPONOPIMOHANIBHO HyXAaM (moTpedHocTsM) nanueHTa. OHako
3a4acCTYI0 HYXJIBI CBSI3aHBI CO CIIOCOOHOCTBIO BBIMTPATh OT JIeUe-
HUS, B UAcae — OOpPEeCTH TPYA0CHOCOOHOCTh. OYeBHIHO, YTO
JUTSI TIAIIUEHTOB ¢ Op(aHHBIMU 3a00JI€BaHUAMH OOpEeTEeHHEe TPYI0-
CIIOCOOHOCTH, 32 PEAKUM HMCKIIFOUEHHEM, HEBO3MOXKHO H3-3a OT-
pPaHMYEHHBIX BO3MOXKHOCTEHW Tepamuu JaHHBIX 3a0osneBaHuil. B
ATOW CBS3M B OTHOIIEHUHW «OP(aHHBIX» MAIlICHTOB MaKCHMMH3a-
IUST TIOJTB3BI I COOTBETCTBEHHO PACIPEICTICHHE PECYPCOB C TETHIO
oOpeTeHus TPYI0CTIOCOOHOCTH OKA3bIBAIOTCS HEJIOCTATOUHBIMHU.
Kpome Toro, B pamMkax yTHIUTapHCTCKOTO moaxoaa dop-
MUPYIOTCSl 9TUYECKH aMOUBAJICHTHBIE CYXKJIEHUS O HEOOXOIMMO-
CTH BBIJICJICHHS OOIIIECTBEHHBIX CPEACTB HA TOKPBITUE JICUCHUS
op(haHHBIX TAIMEHTOB. B OCHOBY YTHIMTapHCTCKON ATHUKU 3a-
JIO’KEHO CTpEMJIEHHUE MPUHECTH HamOoJbliee 0j1aro HanbobIlIe-
My KOJIMYECTBY JIIOAEU. PyKOBOACTBYSACH 3TOM JIOTMKOM, IIPU-
BEPIKECHIIbl YTUIUTAPUCTCKON JOKTPUHBI MOTYT PacCyXIaTh O
TOM, YTO BBICOKas CTOMMOCTH Op()aHHBIX NPENapaToB, MOKPHI-

BacMmas 3a CUYCT CPCJACTB rocyaapCrBa, MOKCT IIOJABECPrarb AUC-
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o <83
KpUMHHaAIUU JIIOACH, CTpaddromuX OT HWHBIX 3a001eBaHMI .

B ycnoBusix HEOTHOPOTHOTO pacmpeneieHns (UHAHCOBBIX pe-
CYpCOB M UX OCTPOW HEXBATKH BOMPOC 0OECTICUCHUS CIIPABEIIIH-
BOCTH B MEJUIIMHE CTAHOBUTCS BCE 00JIEE aKTyaIbHBIM.
[TapanmenbHO ¢ YyTHIMTAPUCTCKUM Pa3BUBAIOTCS U APYTHE
MOJIXO/bl K aHaMM3y MpoOiemMbl opdaHHbIX 3a0oneBaHuil. OHU
TaK)K€ OKa3bIBAIOTCS ysI3BMMBIMH. Hampumep, B paMkax JgocTa-
TOYHO MOIYJISIPHOTO TIPABOBOTO MOAXO0AA JSKHUT QyHIAMEHTAb-
Has Wjes mpaB yeJIoBeKa M MpoOIeMaTU3UPYyeTCs MPaBo MallueH-
Ta Ha OXpaHy 370poBbi. OHO MOXKET TPAKTOBATHCS JOCTATOYHO
MIUPOKO, W TOTJA peYb WUJET O MpaBe Ha JOCTONHBIA MUHUMYM
MEUITUHCKON TIOMOIITH, IO KOTOPBIM TOJIpa3yMeBaeTcs JOCTYI
K HEOOXOIMMBIM MEIUIIMHCKAM yCIIyraM HE3aBHCHMO OT TLIaTe-
xecrocoOHocTH. OHako Ooliee y3Kasi ero TPaKTOBKAa MMEET OT-
KPBITBI MacmTad WHTEPIPETAIMH, HAlPUMEP TOT, YTO CBS3aH C
MpaBOM Ha BBIOOp JieueHUs. JlaHHBIN BHUI MpaBa OTHIOAb HE
npeanoiaraeT, 4ro rocyJapcTBo OyJeT OIayMBaTh pPe3yJbTar
ATOTO BbIOOpa. DAKTUYECKH peUb UAET 00 OUEHb OrPaHUYECHHOM

Beepe BO3MOKHOCTEMH, 3aBUCSIIEM OT (DMHAHCOBBIX IMOKa3aTEeNeH.

$Gericke C.A. Riesberg A., Busse R. Ethical Issues in Funding Orphan
Drug Research and Development // J. Med. Ethics. 2005. Vol. 31. P. 164—
168. URL: http://jme.bmj.com/cgi/content/full/31/3/164 (nata oOparmieHus:
28.09.2019).
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[Ipou3BoiibHast TPAaKTOBKA IIpaBa Ha OXPaHy 310POBbS MO-
KET 3By4YaTh CIEAYIOIKUM 00pa3oM: TOCYyAapCTBEHHbIE POrPaM-
MBI BCEOOIIETO 3/IPAaBOOXPAHEHHUS HApyIIalOT IpaBa YaCTHBIX
COOCTBEHHUKOB — HAJIOTOILJIATENbIIUKOB, CPEJICTBA KOTOPBIX
nepepacrpeiesstoTcs rocyJapcTBOM 0e3 ydeTa MX MHEHHS, 4TO
SBJISIETCA PAa3HOBUJIHOCTHIO COLMAIBHOW HECHPaBEIJIMBOCTH.
[Tono6HBIE MUPOBO33PEHUYECKUE TPAKTOBKU CTAHOBATCS CIEPIKHU-
BalOIMMUM (HaKTOPOM B Pa3BUTHH JUATHOCTUKH U JIeUeHUS opdaH-

HBIX OOJIE3HEN.

BriBoabI

[IpoGnemy opdannbIix 3a0071€BaHUN MOXKHO CUUTATh Mapa-
JUTMaJIbHOW JIJIA aHajdn3a COBOKYMHOCTH (DEHOMEHOB, XapaKTe-
PHU3YIOIIUX COBPEMEHHOE COCTOSTHUE OMOMETUIIMHCKOTO 3HAHUS.
JlanHast mpobiieMa TeMaTH3UPYyeT OOIIMPHBIA KPYT BOIPOCOB,
CBSI3aHHBIX C 00ECIEUCHHEM CIIPaBEIJIMBOTO pacIpeieieHus pe-
CYpCOB B MEJUIIMHE, OTCHIIAET K PACCMOTPEHUIO TaKUX YXKE yC-
TOSIBIITUXCSI TPEHJIOB, KaK T€HETU3aIUsi U Pa3BUTHE BO3MOKHO-
CTel caMoOpraHu3aIiy MaIlMeHTOB (0YaroB OMOCOIMATBLHOCTH),
a TaK)Ke 3aCTaBIIsIeT OICHWBATH CYIIECTBYIOIINEC HOPMATHBHBIE

IMOAXOABI ITPHU aHAJIN3C YaCTHBIX HpO6J’I€M 3APaBOOXpPaHCHHUA.
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dopMupoBaHue MpencTaBieHnid 06 opaHHBIX 3a00JieBa-
HUSX MOXKHO PacCMaTpUBaTh KaK MPHUMEP SMUCTEMOJOTHUECKO-
ro, aHTPOMOJIOTHYECKOTO U ITHKO-COIMATIBLHOTO CIIBUTOB B Pa3-
BUTHUU COBpEMEHHON MeaunuHbl. Hakormenue 3HaHuii 00 op-
(daHHBIX OOJIE3HSIX HEBO3MOXKHO 0€3 aKTUBHOTO YydYacTHsS Kak
AKCIIEPTHOTO, TaK U MpodaHHOTro (MAlMEHTCKOro) COOOIIECTRA.
dakTHUecKu peub uaeT 00 oOpazoBaHuM (EHOMEHa TrpaxkaaH-
CKOW HAyKH, B paMKax KOTOpPOH pa3paboTKa W KIMHUYECKHUE HC-
NBITAHUS JIGKAPCTBEHHBIX CPENICTB, CO3/laHWe OMOOAHKOB M TIO-
UCK HE00X0aUMOTro (PMHAHCOBOTO OOECIEUYEHHS] OCYLIECTBISIOT-
cs1 Omarozapsi ONpeAeIIoNe poiu caMux «op(aHHBIX) MaIn-
CHTOB M OpraHW3aIfii, MPEJCTaBIAIONIMX HMX HWHTepechl. Kak
CrIpaBeINBO 3aMedaeT b. Accasinb, «IOCTENEHHO pa3IBUHYINCH
paMKH, BHYTPU KOTOPBIX MOSBISUIUCH U MCUE3AIM aCCOLMAIUU
OOJBHBIX W 4WiICHOB WX cemel. Korma-tro oHM 00pa30BBIBAIUCH
TJIaBHBIM 00pa3oM BOKPYT TaKWX MpoOJieM, Kak MpU3HAHHE 0O0-
JIe3HW, TpeOOBaHME COIMAILHOW 3alllMThl, MPOBEJACHUE aKIUH
B3aMMOTIOMOIITH, a B TOCJICHHUE JCCITHIICTUS OHU TEPEMECTH-
JUCh B CTOPOHY (DMHAHCUPOBAHUS, HATIPABJICHUS U OPraHU3alUN
MCCIIEIOBaHMI» .

XopomuM MPUMEPOM TAKOTO AMUCTEMOJIIOTHIECKOTO CIABH-

ra ABJIFACTCA OTKPBITHC I'CHA, BBI3BIBAIOLICIO PCIAKYIO 00JIe3Hb

¥ Accasis B.M. JlpsiBosbekuii ren. CII6.: bnarorBopurensHbIit houa «Oct-
poBay, 2017. C.211-212.
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Konapan. OTKphITHE MPOM3OIIIO Oyarogaps CymieCTBEHHOMY
BKJIaJy AMepUKaHCKoOM accouuanu 0oie3nu KaHaBaH nipu moJ-
JIepKKe yueHbIX YHIBepcHTeTa Maiiamu® .

Camoopranuzanysi MalKUEHTOB, IMOSBIEHUE acCOUMalUN
OOJIbHBIX, CTpajaruX ophaHHBIMU 3a00JICBAHUSIMHU, OKa3bIBa-
I0T BJIUSHHE Ha TpaHCPOpMaluio cTpareruid Ouonoautuku. [lo-
CIICIHSSI BBIHYKJICHA CUMTAThCSA C aKTUBHOCTBIO TAIlMEHTa, CO
CIIOCOOHOCTHIO MOOMIIM3AIIUU B C TPEOOBAaHMEM KOHKPETHBIX T10-
JUTUYECKUX IIIaroB B OTHOIICHWM 3alIUTHI IMPaB MalUEHTa, C
OCYIIECTBISIEMbIM UM KOHTPOJIEM MPOBOAMUMBIX HAYYHBIX HCCIIC-
JIOBaHU.

[TanneHTHI-HOCHUTETH OpQaHHBIX 3a00JICBaHUN HHUITUH-
PYIOT HOBBIA TMPOIECC CAMOOIpPEETEHUsl, B OCHOBE KOTOPOTO
Jexar Ouojorndeckue (reHeTUYECKUe) XapaKTePUCTUKU JIMYHO-
ctu. DopMHpYyETCs MPEIECHT HOBOH aHTPOMOJOTHYECKOU pe-
anbHOCTH, (PYHIUPOBAHHOW 3HAHWEM OWOMETUITMHBI, C OJHOMN
CTOpPOHBI, ¥ TPOIIECCOM NPHCBOCHHS HOBON OWOMJICHTHYHOCTH
— ¢ apyroi. CamoornpezieieHne NalueHTa HEPa3pbIBHO CBA3aHO
C MPOIECCOM OPTaHU3AIUU PA3IUYHBIX OOIIECTBEHHBIX KIIaCcTe-
POB: accoruaiuii, GoHA0B, COOOIIECTB, —O0BEIUHEHHBIX TEMON

00pbObI ¢ opaHHBIMU 3200JI€BAHUSIMH B HX MPOGUITAKTHKH.

85
Tam xe.

99



Oco0yto akTyanbHOCTh JIJIsl pelIeHus mpo0aemM opdhaHHbIX

3a00JIeBaHUN MMEET STUYECKUM MNPUHILINI KOHBEPTEeHLMH YCH-

aui. OH BbI3BIBA€T OCOOBI PE30HAHC U MOCIEJCTBUSL KaK B OT-

HOIICHUH (I)OpMI/IPOBaHI/I}I HAY4YHOI'O 3HAHHWA, TAK 1 KOHKPCTHBIX

IMOJIMTUYCCKUX MIAroB II0 3alIUTC IIpaB MMAaUCHTOB C Op(l)aHHBIMI/I

3a001€BaHUSAMHA. DTUYECKHI MPUHINAN KOHBEPTEHIIMU YCHIIUN

HaIIpaBJICH HaA:

100

* HHOOPMAITMOHHYIO TOJIECPKKY IMAIMCHTOB M UX CEMEH,
oOMeH 0Oa3zaMu HaHHBIX O TE€X WJIM MHBIX 3a00J€BaHUIX,
cobpanuie GopymMoB 1t OOlIEHUS] Bpaued M MalMEeHTOB.
Coznmanue moneneit napopmupoBanus 06 opdaHHBIX 3a-
0osieBaHMAX, OCHOBAHHBLIX HE HA aHAJIM3€ CTATUCTHYECKUX
JTAHHBIX, a Ha WHIWBHIYATbHBIX OTIHYUSX TMPOTEKAHUS
0oJIe3HH, aHAJIN3€e TTEPCOHATILHOTO OMBITA KU3HU C 3a00J1e-
BaHUEM;

* CO3JIaHHWE Pa3BETBICHHOW CETH OJAarOTBOPHUTEIIBHBIX Op-
raHU3alii, 3aHUMAIOITUXCsl COOPOM CPEeACTB I oOecte-
YeHHUSl TAIMEHTOB >KU3HEHHO HEOOXOIMMBIMH JIEKaApCT-
BEHHBIMH CPEJICTBAMH,

* (opmupoBaHHe TI00ATBHBIX MEKHAITMOHAIBHBIX IPO-
rpaMM B 00JlacTH pa3pabOTKH JIECKAPCTBEHHBIX IIperapa-
TOB;

* CaMOOpraHu3anuIo ManueHTOB,



* IPOAKTUBHYIO UHTETPALIUIO TEHETUYECKUX TEXHOJIOTHI B
CUCTEMY 3APaBOOXPAHEHHUS C LEJIbI0O CBOEBPEMEHHOM AU-
arHOCTUKHN Op(aHHBIX 3a00JIEBaHWI W BBHIOOpA TAKTUKH
JICUCHMUS;

* aHau3 MpoOJIeMaTUKU Op(aHHBIX 3a00JIEBAaHUN HE TOJIb-

KO B paMKax MEIMIIMHCKON MOJENHU 370pPOBbs M WHBAIHU/I-

HOCTH, HO ¥ COLMAJILHOM MOJIeNH;

* BHEJIPEHHE MHKIIO3UBHOTO MOJXOJa, HAIIPaBICHHOTO Ha

MpU3HAHUE JTUYHOCTHU TAI[MEHTA.

ObecneunBaromasi MPUHIUI KOHBEPTEHIIMHA YCUIINNA MHTE-
rpaTUBHAs KOMIIOHEHTA MPEINOoJaraeT TECHOE B3aHMMOJCHCTBHE
rocyJapctBa, OM3Heca 1 001ecTBa HA Pa3HbIX YPOBHSIX MOMOIIU
HaleHTaM M SIBISIETCS HEOOXOJWMBIM YCIOBHEM 3allUTHl UX
npaB. Kpome Toro, KOHBEpreHIus yCwinii HEBO3MOXKHa 0e3 Iie-
JeHanpaBieHHOW WH(opManmoHHOW mnoaaepxku. OHa TOJDKHA
ObITh HaIlpaBJICHa TPEXAE BCEro Ha yCTPAaHEHHE ATPOTEHHOTO
BO3JICHCTBYSI TUAarHOCTUIECKOW MH(OPMAIINY HA TPYIIIBI JTOACH,
HaXOJSUIUXCS B 30HE T€HETUYECKOTO PUCKA.

Ocy1iecTBieHre JaHHOW LENM HEBO3MOXKHO 0e3 Hempe-
PBIBHOTO TIOBBIIIICHUS OMOMEIUITMHCKOW «TPaMOTHOCTH» Hace-
JICHUSI U O0IIero YpOBHS OMOITHUYECKOTO O0Opa30BaHUs, HAMPAB-
JIEHHOTO Ha MMIUIEMEHTALMIO B OOLIECTBEHHOE CO3HAHUE M Ipa-

BOBYIO C(epy BOKHEWIIMX 3TUYECKUX MPHUHIIMIIOB — COXpaHe-
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HUS YEJIOBEYECKOr0 JOCTOMHCTBA, ABTOHOMHUHU, HEHAHECEHUS
Bpeaa, CIPaBeJIMBOCTH.

C npyroii CTOpOHBI, KOHBEPTEHIIMS YCHINKM MaIMEHTCKOTO
coo0miecTBa JOMOJHSAETCA YCUJIMBAIOIICICS UHTErpaleil Hayd-
HOoro cooOmectBa. [locneaHee oCylIeCTBIsET MOCIEAOBATEINb-
Hbl€ MAard 1Mo (HOPMUPOBAHUIO MEIAUIIMHCKON TOJUTUKH, Ha-
MpaBJIeHHOW Ha YyCTpaHeHue peakux 3abosieBanuil. Ee dopma
(bUKCUpPYET OMpeaeIeHHbIN STUYECKUA CBUT B PA3BUTHH COBpE-
MEHHOW MEOUIMHBI. B KOHTEKCTE pa3BUTHUSI TEHICHLHNH T'€HETH-
3aluu U 0oJiee TOYHBIX 3HAHUW O MPOTEKAHWU TE€X WM HHBIX
PEAKUX HO30JIOTUH HAyYHOE COOOIIECTBO OepeT Ha celst HopMa-
TUBHYIO (PYHKIIMIO, CO3/1aBasi MPEICACHT HAMOJHEHUS] HOBBIM CO-
JepKaHueM U (pakTuyeckor TpaHchopmaluu COBPEMEHHON Ono-
MOJINTUKU — OT KOHTPOJIS HaJl (P€HOMEHAMHU >KM3HU K TeHETHYe-
CKOM Mpo(HIaKTHUKE, 3a4acTyH0 BBINOIHSIOMICH (YHKIUIO ee
snuMuHanuu. [Ipr HECOOTBETCTBHMH 3apOKIAOLICUCS KU3HU
KOHBEHIIMOHAJILHBIM OMOMEIUIIMHCKUM TIPEACTaBICHUSIM O HOP-
M€ M MaTOJOTUM POJIM YUYEHOTO U CYJbU MOpPa3UTEIbHBIM O0Opa-
30M cOmmkaroTcs. B To ske Bpemsi Habt01aeTcs U MPOTUBOICH-
CTBHE, KOTJia marueHT (mpodaH) HaYMHAET MPETEHI0BATh HA Me-

CTO IPCACTABUTCIIA SKCIICPTHOI'O COOGHIGCTB&.
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I'naBa 3. PenaktupoBaHue reHoMa 4ejIOBeKa B IUCKYpce

O ClIpaBeAJINBOCTH H BI/IIIOBOﬁ HICHTHYIHOCTH.

[Ipoucxonsiiee B MociaeAHUE TOIbI PA3HOCTOPOHHEE 00-
CyXXJICHUE OMOAITHUYECKUX ACIEKTOB HUCMOJIb30BAHUSI MHCTPYMEH-
ta CRISPR/Cas 9 mpencraBnser co0oii onpeaeleHHbI dTan B
HAay4YHOW TpoOjeMaTh3aluy NPAKTUKA TeHETHYECKOTO KOHCT-
pPyUpPOBaHUs YEJI0BEKa, HAYAJI0 KOTOPOMY OBbLIIO MOJIOKEHO €IIE B
1975 r. B Acuiiomape Ha MEXIyHapOJIHOM KOH(EPEHIINH IO pe-
koMOuHanTHOM JJHK. OnuH U3 ee oprann3aTopoB aMepuKaHCKUN
omoxumuk II. Bepr Bmecte ¢ komieramu m3 CtaH(OpacKoro
YHUBEPCHUTETa CUHTE3UPOBAI MepByH pexkomOuHaHTHYO JIHK.
CTONKHYBIIMCH ¢ MpOoOJIEeMaMH 3THYECKOr0 XapakTepa, Mpu3Bajl
YYEHBIX K UX OOCYKJIEHHUIO, U B IIEJIOM, K BBIPAOOTKE MOJUTHKH,
HaIPaBJICHHOW Ha MPEIOTBPAIEHUE OMACHOCTH OT MOTCHIHAb-
HBIX JIEUCTBUN B 00JaCTH MaHHMYJHUPOBAHHS OMOJIOTMYECKUMU
nporeccaMu. B xone koHdpepeHuu ObU10 BHIpa00OTaHO MOHUMA-
HUE TOTO, YTO APKCIEPUMEHTHI B 00JaCTU T€HETUKHU JOJKHBI OC-
HOBBIBATHCSl HA TMOJIUTHKE MPEJOCTOPONKHOCTH M YBEIUUYCHUU
pUCKa JKCIIEPUMEHTA JOJKHO COMPOBOXKIATHCS YBEIUYCHUEM
s dextuBHOCTH 3amuThl. KoHbepenus B Acmiomape crmoco6-
CTBOBAJIa TPHBJICYCHUIO OOIIECTBEHHOCTH K OOCYKIECHUIO ITH-

YCCKUX HpO6JICM pa3sBUTHUA HAYKH U B OHpeI[eJICHHOfI CTCIICHHU K
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(GbopMUPOBAHUIO OOIIIECTBEHHOTO JOBEPUS K Pa3BUTHIO OHMOMeE-
JTULIAHBL.

Emie ogHMM HCKIIOYUTENBHO BaXKHBIM 3TANoOM JUIsl OIpe-
JIEJICHHs] HAyYHOM MOJIMTHKHU U CO3/IaHUs ITHUYECKUX PaMOK B 00-
JacT OMOMETUIMHBI cTalo pa3Butue B 1990-x rT. Meranpoekra
«I'enom uenoBeka». OH BKJIHOYAN B ce0sl UCCIEOBAHUE COLM-
aJIbHBIX, MTPABOBBIX U 3TUYECKHUX ACMEKTOB CBOEW MMILJIEMEHTAa-
ruu (Ethical, Social, Legal Issues — ELSI).

[TosiBnenue uncrpymenta CRISPR/Cas 9 BbI3Banio HOBBII
3Tal 3THUYECKOTO0 OCMBICICHHS] PAa3BUTHA T€HETUKH. AKTHUBHOE
ucnonbzoBanue CRISPR/Cas 9 u Bepa B ycnex u 0€30MacHOCTh
€ro NpUMEHEHUs! BbI3Bajla OECHPELEICHTHYIO CUTYAIUIO: MOSB-
JIEHUE TEPBBIX B MUpE JIOAEH C MOIU(DHUIMPOBAHHBIM KHUTaMi-
ckuM y4yeHbIM X9 [[3ssHpKyeM reHamu - OnusHenoB Jlyny u Ha-
Ha. HenoOpocoBecTHON HKCIIEPUMEHTAIBHON MpPaKTUKE ObLI
IPOTUBOIOCTABJICH 3apsKEHHBIA MapocoM 3TUYECKOTO BBICKA-
3bIBAHMS HAYYHBIN MPOTECT.

B nauvane 2019 r. B uznannn «Nature» 18 BceMupHO u3-
BECTHBIX YUYEHBIX BBICTYIUIU C MPEJIOKEHHUEM O TI00aTbHOM
MOpPaTOPUM Ha UCIIOJIb30BAHUE PEIAKTUPOBAHUS F€HOMA B KIIU-
HUYECKOW TMPAKTUKE B TE€UCHHE (PUKCHPOBAHHOTO MATUIETHETO
nepuojia C IENbI0 OOCYXKICHUS TEXHUYECKUX, COIHAIBbHBIX U

ITHYCCKUX HpO6J’I€M, a TaKiKC C HIPCAJTOKCHUCM KOHTPOJIA HUC-
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CJIeIOBaHUN B 00JIaCTH PEJAKTUPOBAHUS I'€HOMA YEJIOBEKa CIie-
IIMANbHBIM OpraHoM" . TIpH 9TOM yKa3bIBAJOCh HA HTHOPUPOBA-
HUE MOJOKEHUU 00JIee paHHEro 3asIBICHHUS O HaJJIeXkKalleM HC-
MOJIb30BAaHUU TEXHOJIOTUM pPENaKTUPOBAHUS T€HOMa YeJOBEKa,
npuHsAToro emue B Aekadpe 2015 r. Ha nepBom MexayHapoIHOM
CaMMHTE MO PEIAKTUPOBAHUIO T€HOB YEJIOBEKA. ABTOPHI UJIEU O
MOPATOPUH OTMEYAJM, YTO yU€HbIE, 3HABIINE 00 MCCIIETOBAHUSAX
X5 1I3stHbKYSI, HE TPUHSIU HAAJICKAIIUX MEP, YTOOBI OCTAHO-
BUTh nX. Kpome Toro, onu oObpatuian BHUMaHUE HA POCT UHTEpe-
ca K NPeJIJI0KEHUSIM N0 T€HETUYECKOMY YIIYUIIEHHUIO YeJIOBEeKa U
CHIKEHHE TpeOOBaHUSI K OOIIECTBEHHOMY KOHCEHCYCY OTHOCH-
TEIbHO Pa3BUTHUS TEXHOJIOTHH pellaKTUPOBAaHUS T'€HOMa YesoBe-
Ka, a TaK’K€ OTCYTCTBUE MEXaHU3Ma JUIsl 00eCIeUeHHsI MEXAyHa-
POJHOrO AMANIOra O TOM, MOXKET JIM KIMHUYECKOE PEIAKTUPOBa-
HUE 3apOJIIIIEBON JIMHUM OBITH 1[EJ1€CO00pa3HbIM, U €CIU J1a, TO
KOT/1a 3TO OyAeT 1eaecoo0pasHo.

ABTOpBI HOBOTO 3asiBNieHus1 B «Nature» ykaszajiu Ha HEoO-
XOJIUMOCTh TJIO0AJTBLHOTO MoOpatopusi U (GOPMUPOBAHUS PAMOK

JJIA oOecrnieueHus HaUICKAIICTO paCCMOTPCHHA COOTBCTCTBYIO-

%L ander Eric S., Baylis Francoise, Zhang Feng, Charpentier Emmanuelle,
Berg Paul, Bourgain Catherine, Friedrich Bérbel et al. «Adopt a moratorium
on heritable genome editing», Nature, Mar. 5. Vol. 67. Ne 7747. 2019.
Pp.165-168. Doi: 10.1038/d41586-019-00726-5.
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IIMX BOIPOCOB, CBSI3aHHBIX C KIMHUYECKUM HCIOJIb30BAaHUEM
PEAAKTUPOBAHMS 3aPOJIBIIIEBOM TUHUU.

Cpeau noAnucaBIIMX 3asiBJIEHUE BHOBb OKAa3aJiCsl YUYEHBIN
[Tonb bepr. 3anoxus B 1975 r. Ha koHbepeHIIMU B AcuioMape
OCHOBAHHUE 3TOCA MPEJOCTOPOKHOCTH, OH KaKk Obl 0003HAUMII He-
00XOJUMOCTh BHOBb €r0 aKTyaJM3UpOBaTh B CBETE MOSBICHUS
CRISPR/Cas 9.

3asBJI€HUS] HAYYHOIO COOOIIECTBA, a TAKXKE WHUIIMATHB-
HBIX Hay4HBIX T'PYyII, BBICKA3aBIIMXCS IPOTUB IPEXKIEBPEMEH-
Horo npuMeHeHus CRISPR/Cas 9 B KIMHMYECKOW NpPAKTHKE,
BIIOCJIEICTBUM MPO3BYYAIH B Pa3HbIX CTPAHAX MHUPA U OBLIU OT-
pakeHbl B O3UIIMK BceMupHOU opranusaiuu 3paBooXpaHeHus
(BO3), uzbpaBiieil KOHCEpBATUBHBIA NMYT CAEPKUBAHUS TEXHO-
JIOTUH, yKa3aB, YTO TEXHOJIOTUU PEAAKTUPOBAHUS F€HOMA CTABUT
TUYECKHUE, COLIMAIIbHBIE, PETYJISITOPHBIE U TEXHOJIOTUYECKUE BbI-
30BBI U JI0 T€X IOp, MOKa HE OYAYT PEIICHbl ITHUECKUE U TeXHU-
YyecKue MpoosieMbl B 3TOM 00JaCTH, peIaKTUPOBAHUE T€HOMA T10-
JIOBBIX KJIETOK YE€JIOBEKA B KJIMHUYECKUX MPOTOKOIAX Pa3pelieHo

87
OBITh HE MOXET .

*TyTh K r1062TEHOMY MOPATOPHIO Ha TEHETHUECKOE PEIAKTHPOBAHHE Ue-
JIOBEKA Ha Omwokaiiime roasl 06u1 0003Ha4veH emie B 2015 r., korma OsLI0
npunsarto 3assinenue Haunonansaoro MucturyTa 310poBbs (CILIA) u 3ass-
JIEHHE O TEXHOJIOTUSX PENaKTUPOBaHUs reHoMa, puHsaToe B 2015 1. B
CrpacOypre Ha meHapHoM 3acenannu Komurera mo 6uostuke Cosera EB-
pornbl. B mepBoM U3 HUX Jienajcs akleHT Ha mpolieMax 6e30MacHOCTH U
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B coBpeMeHHOM MEIUIIMHCKOM M OMOATHYECKOM JUCKYpPCe
1eaecoo0pa3Ho 0003HAYUTH JIBE JTUHUU aHAIN3a dTUYECKUX MPO-
OJieM pa3BUTHS TEXHOJOTUH pelaKTHpOBaHUS uenoBeka. [lepBas
JUHUS CBS3aHA C OIICHKON OOINEero KOHTEKCTa Oe30MacHOCTH
NPUMEHEHUSI TEXHOJIOTHIA pPEIaKTHUPOBAHUS T€HOMa 4YeJIOBeKa B
TEPareBTUUECKUX IIEIISIX.

Bropas nuHHMS apTHKYJIHPYET TAaKXKe OTJEIbHBIC 3THKO-
dunocodckre mpoOIeMbl, BOSHUKAIOIINE B CBSI3U C MPOBEICHU-
eM (GyHIaMEHTAIbHBIX HCCIIEIOBAHUN B 00JIACTH PEIaKTHUPOBA-
HUS 3apOJIBIIIICBON JIMHUM YEJIOBEKA M MOCISAYIONINM ITPUMEHE-

HUEM TEXHOJIOT UM PCAaKTUPOBAHUA I'¢HOMa, HOI[O6HLIX

CRISPR/Cas9.

ATUYECKUX MpoOIemMax, CBI3aHHBIX C U3MEHEHUEM 3apOJIbIIICBOM JIMHUH,
KOTOpBIE OyayT MepenaBaThCsi MHAWBUIAM CIEAYIOLIETO MOKOJIeHHs 0e3 ux
cormiacusl, a TaK)Ke HEJJOCTAaTKe YOAUTEIIbHBIX MEIUIIMHCKUX TPUIIOKEHUM,
koTopblie onpasabiBaian Ob1 npuMeHeHue CRISPR/Cas9 k amOpuonam. B 3a-
sieiieHun CoBera EBpomnbl akIleHTUPOBAIOCH BHUMAHKE HA MOJOKEHUSIX T10-
noxeHui, n3noxkenubix B Konsenuu Coseta EBporbl 0 mpaBax 4yenoBeka
u onomeaunmae (Konsenun OBbeI0), TI€ BRIPAKEH 3aIpeT Ha JIF000e
BMEIIATENHCTBO C LEJIbI0 BBEJACHHS MOAU(PHUKAIIMU B TEHOM YE€JI0BEKa, eCIIH
OHO MOXET BBI3BaTh U3MEHEHHUS Ir'eHOMa TTOTOMKOB 3TOT0 YeJioBeKa. bbuta
NOTYEPKHYTa BAXKHOCTH OMOpbl Ha KOHBEHIINIO MTPH MPOBEICHNUN MEXTyHa-
POIHBIX 1e0aTOB MO (yHIaMEHTAIBHBIM BOIIPOCAM, TIOPOKIACMBIX TEXHO-
JIOTHYECKUMH TOCTHKEHUSIMH, B YACTHOCTH, TEXHOJIOTUSIMU PEaKTUPOBa-
Hus renoma. - Cm.: FOnun Bb.I'. PegaktupoBanue reHoma: coluaibHO-
3THYECKHE MpoOseMbl // AkTyanbHbIe TpoOieMbl Onoatuku: C6. 0030poB U
ped. / PAH. UHUOH. LlenTp Hay4.-uHPOPM. HCCIeI. IO HayKe, 00pa3oBa-
HUIO U TexHosorusam; OtB. pen. FOaun b.I'. M., 2016. C. 181-193.
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B stux auckypcax ormeuaercsi ciaaboCTh MEIUIIMHCKOM
aprymeHTanuu, omnpasasiBatomieii npumeHenue CRISPR/Cas9 y
AMOPHOHOB, PACCMATPUBAIOTCA PHUCKU PEAAKTUPOBAHUS TE€HOB
3apOJBIIIEBON JIMHUU C LENbI0 YIYUYIIECHUS YEIIOBEUECKUX Ka-
YECTB, YJAYUIICHUS] KOTHUTUBHBIX U (U3UYECKUX CIIOCOOHOCTEH.
HerepaneBTnyeckuii KOHTEKCT IPUMEHEHHUSI TEXHOJIOTUN PEelaK-
TUPOBAHUS T€HOMA apTUKYJUPYET LEIbI CIEKTP HEPEUICHHBIX
ATUYECKUX MPOOJIEM: KaK JaHHas TEXHOJOTHsI CIOCOOHA MOBJIU-
ATh HA OTJACJIbHBIC YEJIOBECUECKUE TOIMYJIALUU U, B LIEJIOM, HA I'e-
HO(OH]I YEJTOBEYECTBA, HACKOJIBKO BO3MOXHO U JIOYCTHUMO pac-
MIPOCTPAHEHUE COLMAIIBHOTO HEPABEHCTBA B KOHTEKCTE OTPaHM-
YEHHOT'0 JOCTYyNa K TCHETUYECKUM TEXHOJIOTHSIM U JIp.

B 2021 r. BO3 onybnukoBana Pekomenaauu no peaak-
TUPOBAHUIO T€HOMA, KOTOPbIE MOYKHO CUMTATh BAXKHEHIIECH Be-
XOM HayaBLIErocsl MPOILECCAa ATUKO-MPABOBOTO PErYJIMPOBAHUS
npumeHeHus: nactpymenTa CRISPR/Cas 9. Jlannbplii TOKyMEHT
OTpa3mil KOHCEHCYC OTHOCHUTENBHO MyTed (popMUpOBaHUS pery-
JSITUBHOM TMOJUTUKU B O0JACTH PENaKTUPOBAHUSI T€HOMA YeJO-
BEKa, IOCTUTHYTHIA YUyeHbIMU-wieHaMu co3ganHoro BO3. Komu-
TeTa, KyJla BOILLJIM IPEACTaBUTENHN 18 cTpaH mupa.

2021 r. cTan BO MHOTOM MPOPBIBHBIM C TOUKH 3PEHUS IKC-
TUTMKAIMW U TIPEACIIBHOTO 3a0CTPEeHMs (PyHIaMEHTaIbHBIX COLIU-

QIBHBIX U 3TUKO-(PUIOCOPCKUX MPOOIEM, OKUAAIOIIMX CBOETO
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pEUIEHUs B CBSI3U C MOSBICHUEM HOBOM TEXHOJOTHH PEIAKTHUPO-
BaHMS 4elioBeKa. B 3TOM CBSI3U CTOUT TakKe YNOMSHYTh OIyO-
mukoBaHHoe B 2021 r. 3akmrouenune EBpormelickoil rpynmsl o
THKe B Hayke u HOBbIM TexHonorusaM (EGE)®, roe 6bu10 BhICKa-
3aHO MPEAOCTEPEIKEHUE OT Y3KUX KOHIENTYyalnu3aluid dTHYECKUX
BOIIPOCOB U COJIEPKAJICS MPU3BIB K pa3padOTKe MEXTyHAPOHBIX
CTaHJAPTOB ATHUYHOTO U OE30MAaCHOT0 MCMOJIb30BAHUS HHCTPY-
meHTa CRISPR/Cas 9 u pa3BuTHio guanora 1o 4aCTHBIM acITeK-

TaM peJaKTUPOBAHKS T€HOMA.

3.1. PepakTupoBaHue reHOMA U NpaBa OyAyIIUX NMOKOJEeHUMH

B coBpeMeHHOM MEIUIIMHCKOM U OMOATUYECKOM JUCKYpCe
c(hOpMHUPOBATUCH JIBAa HAMpPABICHUS aHAIN3a ITHYECKUX IMPO-
0JieM peaKkTUpPOBaHUSI TEHOMA YeloBeKa, 00YCIOBIEHHBIE Tepa-
MIEBTUYECKUM WU HETEPANEBTUYECKUM KOHTEKCTAMH HCIOJIb30Ba-
Hus unctpymenta CRISPR/Cas 9. B pamkax nepBoro HampasJie-
HUSI OLCHUBAIOTCS PUCKU PEIAKTHUPOBAHUSI COMATUYECKUX KIle-

TOK YCJIOBCKA. BTOpOC HaIIPpaBJICHUC IMOJHHUMACT MHOXCCTBO HC-

% European Group on Ethics in Science and New Technologies. Opinion on
Ethics of Genome Editing // Opinion. N. 32. Brussels, 19 March 2021.
[Electronic resource]. URL.:
https://ec.europa.eu/info/sites/default/files/research_and innovation/ege/ege
_ethics_of genome_editing-opinion_publication.pdf (date of access:
15.07.2021)
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pEIIeHHBIX MPOOJIEM B CBA3U C MPOBEJACHUEM (PYHIAMEHTAIbHBIX
WCCJICIOBAHMI B 00JIACTH PEIAKTUPOBAHUS 3aPOIBINICBON JTMHUN
¥ BO3MOXKHOCTBHIO JISTUTUMH3AIUN 3TOW MPAKTHUKUA B PEIPOIYK-
TUBHBIX IEJIAX, C IENbI0 YJIYUIICHUS KOTHUTHBHBIX W (hU3UYC-
CKHX CIIOCOOHOCTEH nereil. 31ech ompeaenstoneid CTaHOBUTCS
ujest OMOTEXHOJIOTMYECKOTo MmepeKImoHn3Ma.

[Ipu »TOoM HambOoJee 3HAYUMBIM ITYHKTOM OHMOATHYECKHUX
JUCKYCCU O PEIaKTUPOBAHUH T€HOMA YEJIOBEKA SBISICTCS TeMa,
KOTOPYIO B OMOTEXHOJOTUYECKOM CMBICIIE 0003HAYAIOT KaK MPO-
OJleMy MaHUMYJISIAA C KJICTKaMU 3apOJBIIICBON JTUHUH, a B (hU-
J0cO(CKOM - Kak TpoOiIeMy, OTPaKArOIIYI0 CIEKTP BOIPOCOB,
CIUICTCHHBIX B y3€JI OHOW OIPOMHOM TEMBI — IpaB OyAYyIIUX T0-
KOJICHUH.

TemaTtuzanust mpoOaemMbl IpaB OyAyIIUX MOKOJICHUM pac-
KpPBIBAETCS B BAXHOM KOMMYHHKAaTHBHOM MOJyCE, CITOCOOHOM
0o0ecreunTh MPOABUKEHUE TEXHOJIOTHH PEIAKTUPOBAHHS TEHO-
Ma. B 3To# CBSI3W Ba)KHO BBIJICTUTH BOBJICUCHHBIX JIUII, CTUICTCH-
HBIX B y3€JI TECHOTO COIMAILHOTO B3anMOICHCTBUA. Peub nuer o
dburypax HaleJIeHHOr0 Ha MHHOBAIMOHHYIO MPAKTUKY YUECHOTO U
YKEJTAFOIIETO COBEPIICHHOTO PeOCHKA POIUTEIS.

VY4yensrid, Oyydn 3auHTEPECOBAH B MPOJBMIKEHUU TEXHO-
JIOTUH peaKTUPOBAHUSI TEHOMA, MOJIBEP>KEH MCKYIICHUIO UTHO-

pUpOBaTh PABEHCTBO NOKOJEHWU. HopmaTMBHO HarpyXeHHOE
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NOHSITUE «PABEHCTBO IIOKOJEHUI» SIBISIETCA CHEPKUBAIOIINM
(dbakTOpOM, OTrpaHUYKBAs CIIEKTP BO3MOXKHBIX JEUCTBUN yUEHOTO,
HAIPaBJICHHBIX Ha CO3JaHUE T€HETUYECKU YIYUYIIEHHOrO 4ello-
BeKa, caM (paKkT KOTOPOTO MPOTHUBOPEUUT HJI€€ OHTOJIOTHYECKOTO
paBeHCTBA.

Nnest paBeHCTBa KOCBEHHO YKa3bIBae€T HA HEOOXOAMMOCTD
CUUTATHCS C BBI3BAHHOM MPOIEAYPON MaHUTYJIMPOBAHUS T€HAMU
OTPOMHOM JIOJIEM HEONMPEAEIEHHOCTH, HECYIIIEH aHTPOINOTCHHBIE
U couuanbHbie pucku. C Ipyroi CTOPOHBI, OHA BBIHYKAAET IO-
BBIIIATh OHTOJIOTMYECKHUI cTaTyc 3MOpHOHOB, (hOpMUPYsS OTHO-
HIEHUWE K HUM HE TOJIbKO KaK K OroMarepuayiaM, JIMIIEHHbIM 3a-
IIUTHI, HO ¥ KaK K MOTEHI[MAIbLHBIM CYOBEKTaM THUKU U MpaBa.

PaccmoTpuMm B TaHHOM KOHTEKCTE JBa XapaKTEPHBIX BbI-
CKa3bIBAHUSI COBPEMEHHBIX YUYEHBIX-T€HETUKOB, SBISIOIIUXCS
MOKAa3aTeJIbHBIMU JIJI1 PACCMOTPEHUSI TOBOPOTA OT TepareBTHYE-
CKOr0 MPUMEHEHUSI TEXHOJOTHN peAaKTUPOBAHUS F'€HOMa 4ello-
BeKa K HX UCIOJIb30BAHUIO B IENSIX OHMOTEXHOJIOTHYECKOTO
YIIYYIIECHHS.

1. AmepukaHcKkui nicuxoreHeTuk P. [Inomun 3asBuser
cnenytoiee: «Ecnu y pebenka cinabast maMaTh, TO, BIIOJIHE BEPO-
ATHO, OHA M OCTaHeTcs ciaboH, Kak Obl HU OWJIMCH Y4YHTENs
U poauTeny, ... OH HE BBIPACTET JY4YIllIUM B MUPE MaTEMATUKOM.

A ecau reHpl 3HaYaT TaKk MHOTO B KM3HH YCJIOBCKA, TO TCHOMHOC
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pPEIaKTUPOBaHUE — II0 KpallHEW MepE B MEPCHEKTUBE — HEU3-
0exHo... Bbl xoTHTE, 4TOOBI Ball peOeHOK BhIpOC YMHBbIM? Pa3Be
KTO-TO HE X04eT?»" .

2. Poccuiickuit renetuk JI.B. PeOGpukoB Ha Bompoc
xypHanucTta KosHa: «UTo Bl lyMaeTe 0 pelaKTUPOBAHUU 3apO-
JIBIIIIEBBIX KJIETOK HE JIsi OOpBhOBI ¢ O0NEe3HAMHU, a JJis MOBBIIIIE-
HUS ckopocTu Oera, [Q wmnm mBera r71a3?» BBICKA3bIBAETCS Clie-
ayrommm odpazom: «Ito Oyner caeayromuid mar. Ho gyepes 20-
30 net. Tenepsp s npotus 3toro. B 2040 roay s noanepxy ero. S
HE IPOTUB camoil ujaeu. M 3Tu moau, KOTOPhI€ BHICTYMAIOT MPO-
TUB, XOTSIT UMETh BCE 3TO B CBOMX JETAX, HO TOJBKO 3a cueT 00-

JKECTBCHHOTO MMPOBHUACHUA, 4 HC 3d CUCT HAYKU. Oun JIZKCTbI NN

IypaKm» .

P. Ilnomun u JI.B. PeOpukoB apTUKYyIUPYIOT TMPUHITUIIHU-
aTbHO Ba)XXHBI MOMEHT CMelleHus1 (oKyca HCCIeTOBaHUM CO-
BPEMEHHON OMOMEIUIIMHBI — C TePalTuy Ha ONTUMHU3AINIO U YCH-

neHue yenoseka. [Ipu sTom peub uaer o0 0coO0M KOHBEPIEHT-

89<<21H3a171HepCKI/Ie JIeTH»: KaK yueHblil u3 Kurast otkpbut siiuk Ilangopel,
orpenaktupoBaB JJHK aByx mnanenues, — u nponain 6e3 Bectu. URL:
https://esquire.ru/articles/105582-dizaynerskie-deti-kak-uchenyy-iz-kitaya-
otkryl-yashchik-pandory-otredaktirovav-dnk-dvuh-mladencev-i-propal-bez-
vesti/?fbclid=IwAR3z4EjaR11s4LaKJaSOI81PceuBn8Gri6 B LCkgZbitzAe
geFn7Nol1-4VA (mara ob6pamenus: 25.05.2017)

®Cohen J. Russian geneticist answers challenges to his plan to make gene-
edited babies. URI: https://www.sciencemag.org/news/2019/06/ russian-
geneticist-answers-challenges-his-plan-make-gene-editedbabies (date of ac-
cess: 10.07.2021)
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HOM 3¢ dexTe B3auMOJEHCTBUS YUEHOTO M POJUTENS OyayIIEro
pebeHKka. YUeHbBIH, peanu3ys CBOW TMO3HABaTEIbHBIE WHTEPECHI
MPUKPBIBACTCS MIHUPMON POJIUTEIHCKUX IKEITaHWH, OMpaBIbIBas
UX CTPEMJICHHE MUMETh yCOBEPIIEHCTBOBAHHOIO IOJ] MX 3alpocC
pebenka. PonuTens HEBOJIBHO WUTPaeT POJIb TEHTEX-MPOMOyTepa
U CTAHOBUTCS MHCTPYMEHTOM JIJIsi cioma Oaphepa MeEXIy H30-
Operares MU U TI0JIb30BATEIISIMU TeHETUYECKUX TEXHOJOTHH.

B OuotexHonmornyeckoM mep(eKIMOHUCTCKOM 3aMBICIIE
PACKpBIBAETCSl TICUXOJIOTUYECKAsi TMOTPEOHOCTh YeIOBEKa-ObITh
peanu30BaHHBIM U YCTPEMJICHHBIM K COBEpIIECHCTBY. Poautens
pearn3yercsl B CBOUX JU3ANHEPCKUX JETIX. YUYEHBIU - B IU3aii-
HEPCKOM TPUJIOKCHUH WHCTPYMEHTAa T€HOMHOI'O pPEIaKTHpPOBa-
HUS, B PACIIMPEHUU CTIEKTpa MPUMCHECHHS HWHHOBAIIMOHHON TEX-
HOJIOTHH.

B mpencTaBieHHOM CIUICTCHHM KaTErOPUYCCKUX KETaHHH
YYEHOTO W POAMTENS (PUTYPOH YMOTYAHUS SIBISETCS JTUYHOCTH
Oynymiero pedenka. [Ipenmomnaraercs, yto 61aro, KOTOpoe MpH-
3BaHBI 00ECIICUYNTh YUCHBIM U POJUTEND, SIBISICTCS 0JaroM, K KO-
TOpPOMY CTpPEMHTCS U caM pedeHok. HeoOxoaumocTs nerutuma-
MU TPAKTHKWA PEJAKTHPOBAHUS 3apOJBIIICBON JMHUU KOHCT-
PYHpYETCSl Ha OCHOBE MIPE3YMIIIIUN COTIIACHUS HA OMPECICHHBIM
oOpazoM mnoHHMaemoe Onaro (Kak Mperoyaraercs, pedeHOK

YBCIIMYUT KadCCTBO CBOCH KM3HH BCJICACTBHUEC 3aKIIOYCHHBIX
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YUYEHBIMU U POJIUTENIIMU KOHBEHUUU O PEAAKTHPOBAHUU €O Ie-
HOMA).

PaccMoTpeHHBIl TpUMEp JIEMOHCTPUPYET, YTO HMITYJIBC,
MUATAIOIINN COBPEMEHHOE YTOMMMYECKOE MBIIIJIEHUE, HE UCCSIKAET,
HO oOpetaeT cebs B (popMe MHIMBHAYATbHBIX YTOMUYHBIX MPO-
€KTOB, KaK MPOSBJIEHUS TOTO, YTO UMEHYIOT “‘JIOMaIiHei’” eBre-
HHUKOI» . OIHAKO NPUBATHBIN XapaKTep COBPEMEHHOH YTOIHH
napajoKcalibHbIM 00pa3oM BOCTpeOOBaH Ha r100aJbHOM YPOBHE.
JlaTeHTHBIN TT100aTU3M MOXKET TPOSBIATHCS B TOM, UYTO OOIIUN
YHUBEPCAIbHBIN 3(P(HEKT OT JOCTHKEHUS BBITOJHBIX KOHKPET-
HBIM JIUI[AM — 3aKa3uuKaMm Iejiei OyJeT OlleHUBAThCS TaKUM 00-
pa3oM, Kak ecii Obl OH OBbUI >KeJlaTeleH ¢ TOYKU 3PEHUS Iep-
CIIEKTUBBI YaCTHBIX JIWII, MPEBPATUBIINCH B PE3yJIbTAT BbIpaxke-
HUA IEMOKPATUYECKOW BOJIM FPaXK/IaH.

[Tortpobyem pa3zoOpaThesi, Kak B 3TOM IPOIIECCE peaTnu3y-
eTcsl uaes npas Oyaymux nokosieHui. [losiBneHue nHCTpyMeHTa
CRISPR/Cas 9 omnpenenusio HOBBIM 3Tam B €€ TeMaTU3AIUU.
Jlosiroe BpeMsi OHAa HaXOJUIach B TEHU DKOJIOTHYECKOU MOBECT-
KU, IPOOJIEM YCTOWYMBOTO Pa3BUTHUSI M HACIEIUS YEIIOBEUECTBA.
OO6mieTeopeTUUECKHE PACCYXKIACHUS O MpaBax OyayIlIux MOKOJe-

HUU MOTJIN JOITOJIHATBCA Cy,[[e6HBIMI/I nmponccCaM B OTHOIICHUN

*"fOun B.I'. Ot yronuu k Hayke: KOHCTPYHPOBAHHUE deoBeKa // Bb30B mo-
3HAHWIO: CTPATErHU Pa3BUTHS HAYKH B COBpeMeHHOM Mupe. M.: Hayxka,
2004. C. 261-281.
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KOHKPETHBIX JIeJl, OTPAKAIOIIKUX HAPYIICHUE TpaB, B 0OCOOCHHO-
CTH, KOTJIa peyb IIJa O BO3HUKAIOIIMX SKOJOTHYECKHX PHUCKAX.
OnHako MMEHHO TEHOMHOE pEJaKTUPOBaHUE B IOJHON Mepe
npoOJieMaTU3UPOBANIO  3AIUTY  COCTOSHHMS  yeioBeka  (X.
ApeHaT)”, HCXOMHBIX TENECHBIX YCIOBHIl €ro CyIIeCTBOBAHHS,
ero ouongeHTHYHOCTU. OOYCIOBIEHHOCTh YeJIOBEKa BCEMU (hak-
TopamMu (M TIPUPOJIHBIMU, U UCKYCCTBEHHBIMH), C KOTOPHIMH OH
BCTYNAET B CONPUKOCHOBEHUE B CBOEU JKU3HEACATEIBHOCTH, SIB-
aseTcs crenupruIeckor 4epTor 4eI0BEeYECKOr0 CYIeCTBOBAHU,
CO3/IaHHBIC YEJIOBEKOM YCJIOBUS, «00JIaIat0T TOM k€ 00yCIOBIU-
BaIONIEH CUJION, 4TO U 00YCIOBIMBAIOIIUE BEIIU anpomﬂ»%.
Nnes npaB u paBEeHCTBA MOKOJICHUW aKTyalu3UPYyeTCs B
CBSI3U C (POPMHUPOBAHUEM MOIITHON OOYCIIOBIMBAIOIIECH CHIIBI -
YCUJIMBAIOIIETOCSI KOHTEKCTa CONPUKOCHOBEHUS YEJIOBEKA C M3-
MEHEHHOW MPUPOJION. A caMOW MPUPOJIBI - C MOSBIISIOMIMMUCS
WHCTPYMEHTaMH MaHUMYJAIUN ¢ TeHOMOM 4enoBeka. [lokope-
HUE TIPUPOJIbl UEJIOBEKA BBI3BIBAET CUTYALIMIO COBEPIIEHHO HOBO-
ro mporecca JACTEPMUHALAM, U3MEHSIONIETO BHYTPEHHIOKD KO-
JIOTUIO YEJIOBEKA M 3aIlyCKAIOIIEr0 HOBBIM MPOLECC 3alIUTHI Ye-
JIOBeYEeCKOro B uenoBeke. [Ipu 3ToM Mbl HabIIOAaEM CMEIICHUE

INCHHOCTHBIX aAKLCHTOB - OT 3aIlIMTLI IIpaB IIPUPOALI B LCIIAX 3a-

92ApeHI[T X. Vita activa, wiu O aesrenbHoi xu3nu / [lep. ¢ Hem. u anrn. B.
B. bubuxuna. CII6.: Anereiis, 2000. 437 c.
STam xe. C. 16-17.
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IIUTHl JIMYHOCTH K 3alUTE MPaB JIMYHOCTU U MPOSBISIOLICHCS
yepe3 ee TeJIECHOCTh MpUpobl. JIokan3oBaHHas B TEJIE NPUpOIa
CTAHOBHUTCSI 00ObEKTOM HOPMATUBHOU PETYJIALINU.

[Ipu sToM, ecnu B ciaydae B3pOCIOrO JEeCnOCOOHOro ye-
JIOBEKa Mbl UMEEM [IEJI0 C OTHOCUTEIBHO T'ApPaHTUPOBAHHOM CO-
MaTUYECKON WIAECHTUYHOCTHIO 3peyioil (aBTOHOMHOM) JUYHOCTH
(0. Xabepmac) u coMaTuyeckoe peJakTHpOBaHHWE TIeHOMa
B3POCJIOTO YEJIOBEKA OCYLIECTBIISIETCS JIMIb MPH HAJUYUU €r0
aBTOHOMHOT'0 MH(OPMUPOBAHHOTO coTacusi (Kak CBUIETEIHCTBE
€ro JeeCrocOOHOCTH), OMOTEXHOIOTHYECKass UHTEPBEHIIUS B Te-
JIECHOCTh AMOpPHOHA CO3JaeT JAPYTYI0 CHUTyaruio, (GopMupys
NpeleIeHT OTYYXKJEHUsl Teja, ero MpeBpalleHus B apTedaxT.
Teno moaBepraercss MHCTPYMEHTAIU3ALMKU BCIEACTBUE WHTEH-
MOHAJBHOIO BMEMIATENBCTBA YYEHOTO MPH HEMOCPEICTBEHHOM
0/100peHnH (3arpoce) poaAUTEIIs, IPEACTaBIsAs COO0M pe3ynabTaT
OMOTEXHOJIOTUYECKOTO BO3JCHCTBUS U OJHOBPEMEHHO mepgek-
IIUOHUCTCKOTO 3aMbICIa.

[Toka3zaTenbHa B 3TOM CBSI3U CUTYalHs ¢ MOAU(ULIUPOBAH-
HeiMH Onu3Henamu Jlyny u Hana. Korpa kuraiickuii yueHsiii Xo
[[3HbKYH MIPEACTaBUII CBOM SKCHEPUMEHTAIBHBIN MIPOEKT MO I'e-
HETUYECKON MoauduKanuu 3MOPHOHOB, MPUKPHIBAICH HUHGOP-
MUPOBAHHBIM corjlacueM (000peHHeM) WX POAMTENEH, caMu

AMOPHOHBI OyaymMX JAeTedl o0yiafanu HerapaHTUPOBAHHOMN
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UJEHTUYHOCTHIO MOTEHIMAIBHON JTUYHOCTH, KOTOpasi OKa3alach
3aJ10’)KHUKOM, UHCTPYMEHTOM M TIOJIEM MPUTSIKEHUS COBEPILIEHHO
Pa3JIMYHBIX UHTEPECOB: YUYEHBIX, UCIBITHIBAIOIINX CTPACTh K I0-
3HAHUIO M BBIPAXKAIONIUX CTPEMJIEHUE K IMOJYYEHUIO HOBBIX pe-
3yJbTaTOB B Hayke (MPEJCTABUTEIEM KOTOPBIX SIBISETCS X3
[[3sHbKYi), poauteneit Jlyny u Hana, MHTYUTHBHO CIEAYIOIIMX
nyTeM obecrieueHus 0Jaroi >KM3HU CBOEMY peOeHKY U n30aBiie-
HUS €ro OT CTpaJaHWii Hem3neynuMbix 3aboneBanuii (BHY-
CIIA ).

OcyuiecTBieHHEe MAaHUMYJISIUI ¢ SMOPHOHOM MPOUCXOIUT
B paMKax TaK Ha3bIBAEMOW «IUIOCKON» OHTOJIOTUH, TJI€ B YPaBHU-
TEJIBHOM TOPSAJIKE COCYLIECTBYET MHOKECTBO OO0BEKTOB. buoio-
TUYECKAsT CYIIHOCTh, MOTCHIMAJIBHO SBISIOMIASCA JIMYHOCTBIO,
HU3BEJICHA 3/IECh HA YPOBEHB MPEAMETHOTO MHUpPA, a MUP JIFOAEH U
MUp BEIIeW NMPUHIUIIUAIBLHO HE OTJIMUKMMBI IPYT OT JApyra. 37ech
TaK)K€ HE CYILIECTBYET PA3HUIII MEXKy SMOPHOHAMU PAa3HBIX BU-
noB. Bce oHM B 9TO# ypaBHUBAIOIIEH OHTOJIOTHU MOTYT OBITh
MOJIBEPTHYTHI peAakTUpPOBaHusl. MBI CTaJIkuBaeMcsl, TaKuM o0Opa-
30M, C PEMECIIOM BBICILIETO MOPSAIKA, OTPAKAIOIMIMM YHUBEPCAIIb-
HBI TEXHUYECKUHN B3I HA MUP, COTJIACHO KOTOPOMY M3TOTOB-
nenue npenmectByeT cymectBoBanuo (AK.I1. Captp).

Tpetbe nuio (poautens, TOCYAapCTBO) MPU ITOM MO OT-

HOILIEHHUIO K OyJylieMy peOeHKY 3aHMMaeT MO3ULIUI0 MPOU3BO-
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JIATENs BEIU, KOTOPAs JOJKHA PA3BUTHCS B JIMUHOCTh . B akTe
MIPOU3BOJICTBA CO3/IA€TCSI BBITOJHBIN 3aKa3uMKy >KUBOM OMOTEX-
HOJIoTHYecKuil apTedakT. BMemaTenbCcTBO TPETHEro JHIIA MOXKET
NIPUBECTH K Pa3pyIICHUIO CIOHTAHHOTO OTHOIICHHUS K cebe U Je-
dopmanMio MpeAcTaBieHUs] 0 cede KaKk O €CTECTBEHHO BbIpac-
tatomeM TenecHoM Obitun (FO. Xabepmac). ['enetnuecku moau-
(GUIMPOBaHHBIM WHAWBH B TOM OTHOIICHHU OKAa3bIBACTCS JIH-
IIEH MPUBBIYHBIX AHTPOTIOJIOTHYECKUX KOHCTAHT U B OIpe/IeIIeH-
HOM CMBICJIE BBIBEJIEH 3a IMpeAeNbl CpPeJHECTaTUCTUYECKOrO
npeacTaBuTeNsd Buaa «homo sapiensy.

Ero oHrtonornueckas Hulla pacnojlaraeTcs Mexay Belle-
CTBEHHBIM W CBEPXYEIOBEYECKHMM MOJYCaMH CYIIECTBOBAHMSI.
Ero rpanuisl cyObekTa Kak MPEICTAaBUTENS CBOETO BHAA IMOJ-
BEPIJIMChH CYIIECTBEHHOM TpaHchopmaluu. 10 «00KECTBEHHAS
BeIllb, CKPOCHHAs JAM3AHHEPCKUM MOTCHIIMAJIOM YYCHBIX M KaTe-
TOPUYECKHUM KETaHUEM POJTUTEINCH.

['eHeTdecku 3amporpaMMHUpPOBAaHHBIC, CKOHCTPYHPOBAH-
HbIE TUYHOCTH MOTYT OBITh OTPaHHUYEHBI B BO3MOKHOCTH OILEHKH
ce0s Kak Oe3pas/enbHbIX aBTOPOB CBOEH COOCTBEHHOU MCTOpUU
KHU3HU, @ B OTHOIICHUSX C TIPEIIICCTBYIONUMHU TTOKOJICHUSIMH HE

CMOT'yT pacCMaTpuBaATh ceOs1 B KauecTBe PaBHBIX II0 IIPOHUCXOXK-

94Xa6epMac 1O. bynymiee uenoBeueckoit npupoast. M.: Becb mup, 2002.
144 c.
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nenuto munoctedt (FO. Xabepmac). Tex, KTO HAXOAUTCS ¢ HUMU
B 00I1LEN UCTOPUU OJHOTO BHUJIA.

TexHOoIornm pefakTUpOBaHUS T'€HOMA BBICTYIAIOT OJHHUM
U3 CcrnocoboB mpoAokeHuss JuHUM uckycctBeHHoro (B.T.
KOnun), npouepueHHON BO MHOTHX JIpYTUX cepax *KU3HU U 3a-
CTaBJISAIONIECH 4YeJIOBEKa BCE MHTEHCHUBHEE paccMaTpuBaTh ceOs
KaK BelIb €CTECTBEHHYI0-B-CBOEH-UCKYCCTBEHHOCTH.

OrcTauBaHWe HEPYLIMMOCTH T'€HOMa YeJIOBEKa B 3TOM
KOHTEKCTE PacCMaTpUBAETCs KaK MO3ULMA, MAyLlas Bpaspe3 ¢
MarucTpajibHONM HAay4YHO-TEXHOJOTHYECKON moBecTKoM. OHa OT-
paxkaeT MogoOHOE PETUTHMO3HOMY MPEICTaBIEHUE O IE€HETUYe-
CKOM MpHUpOJIe YeT0BEKa, B paMKaX KOTOPOTrO '€HOM B TOM BHUJIE,
B KOTOPOM OH C(OPMHPOBAH y YEJIOBEKA, UMEET «KBA3UCBSILIECH-
HOE TIOJIOKEHHE) .

Nnero HEempUKOCHOBEHHOCTH I'€HOMa JTIOCTATOYHO CIIOMXKHO
06OCHOBATh B KOHTEKCTE CBETCKON MO3HIHK . VIMEHHO 110 3TOi
NPUYKUHE apTyMEHT O LIEHHOCTU U HEMPUKOCHOBEHHOCTH T€HETH-
YECKOr0 OCHOBAaHMS JIMYHOCTH Yallleé BCEro (PUIYypUpPYET B PEIH-
TMO3HOM KOHTEKCTE, TJleé OTCTauBaeTcs OMOKOHCEpBAaTUBHAS I1O-

surus. [locneaHsiss OCHOBBIBAETCSl HA MPEINOCHUIKE HE3bI0IEeMO-

*Engelhardt. H. Tristam. Human Nature Genetically Re-engineered: Moral
Responsibilities to Future Generations Germ-Line Intervention and our Re-
sponsibilities to Future Generation // Philosophy and Medicine Volume 55.
P.51.

*° Ibid.
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CTU I'€HOMA, yKa3blBas Ha TO, YTO I'€HOM SIBJISIETCS TBOPEHHUEM
bora u 1omKeH COXpaHATHCS B NEPBO3IAHHOM BHJE, HE MOJBEP-
rasicb TEXHOJOTHYECKUM MAHUITYJISILUSM.

KoncepBaTuBHas MO3UILMS B OTHOLIEHUU PEAAKTUPOBAHUS
reHOMa 4YeJOBEKa OCHOBBIBAETCA Ha JIBYX 0a30BBIX 3THUYECKHX
npeanocbuikax: «Bo-nmepBeIX, peub UAET O TOM, YTO MOTYT OBITh
HapyILIeHbl WK 00s3aTENbCTBA, WU MIpaBa JIPYTUX JIOJEH B CBA-
3M C OCYLIECTBIIAIOIIMMHUCS MAHUIYJISLUAMHA C TEHOMOM Y€JIOBE-
Ka. Bo-BTOpBIX, TakMe MaHUIYJSALUU MOTYT MPUHECTU OOJblle
Bpeaa, 4eM 1oJib3bl. To ecTh HE0OXOIMMO MOKa3aTh, YTO TAKUE
MephbI IPOTHBOpPEYAT 6O MpaBy, 60 106PY» .

OnHako ecnu onpenesarouell CTAaHOBUTCS UJI€s] BbIKHMBA-
HUS YE€JIOBEYECTBA, TO YCHIIMBAETCA BEPOATHOCTH JIETUTUMALIUU
peIaKTUPOBaHUSI T€HOMa SMOPHOHOB, TOJIOOHO TOMY, KaK CTal
PYTHHHOM IPAKTUKOMN IpPEHATaJbHbIM I'€HETUYECKUN CKPUHHUHT.
B sTOM cityyae pemakTHpOBaHHE '€HOMA YEJIOBEKA MOXKET CTaTh
00s13aTEILHBIM JIEMEHTOM UYeJI0BEUYEeCKOi Ouorpadum.

B cBere aTMX pacCykIeHHH clienyeT NMOAYEPKHYThb, YTO
OTUYECKAsT COCTABIIAIOIIAS, UMEIOIIAsi HEIOCPEICTBEHHOE OTHO-
HIEHUE K MPAKTUKE PENAKTUPOBAHUS T'€HOMA YEJIOBEKA, MOXKET
NIOABEPraTbCsid WM3MEHEHUSM B 3aBUCUMOCTH OT TOIO, KakKue

IPUHITMI WK ujest OyayT MOCTaBJICHbI BO TJIaBy yria OWOMOJIU-

bid.
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TUYECKOM MOBECTKH, KaKasi UX MHTEPIIpeTaIus OyAeT mpeaioxke-
Ha OOILECTBEHHOCTHU M KAaKOr0 pojia JEUCTBHUSI OHA MOBJIEUYET 3a
coboii. Huxe s momnbITaloch NPOUJUIIOCTPUPOBATH JTAHHBIM MpU-
Mep, Kacasch MpoOJeMbl CIPaBEIJIMBOCTH W PAaBEHCTBA B KOH-

TCKCTC pa3BUTUSA T'CHECTUYCCKHUX TEXHOJIOTHIA.

3.2. Kak B03MOKHa CIIPaBelNINBOCTh B KOHTEKCTE Pa3BUTHS

reHeTHYeCKHX TEeXHOJI0ruii?

K. Tlonmep, KPUTHKYS «BEIEPHYIO TEOPHIO CO3HAHMS =
yKa3bIBaJl HA €ro0 KOHCTPYyUPYIOLLyto Ipupony. KoHuenrtyaibHO-
NEPUENTUBHBIE PAMKH JUIIAIOT YEJIOBEKAa BO3MOKHOCTH YHCTOTO
NACCUBHOI'O BOCIPHUSTHUS, CO3HAHUE HE MOXKET OBITh «HHCTHIM
JMCTOM» WJIA BMECTWIMILEM, KyJla 3aKHUIBIBAIOTCSA JAHHBIE, I10-
Jy4YEeHHbIE U3 BHEIIHETO Mupa. [lo3HaHKE OCYIIECTBISETCA C MO-
MOILIBIO OIIPEAEIIEHHBIX NCKYCCTBEHHBIX CXeM. B pamkax Takoro
B3IJIA/1a IPUPOJIA B ITIO3HABATEILHOM aKT€ HE JAETCs, a 3a/1aeTcs,
KOHCTPYUPYETCS PECYpCaMH CaMOTO CO3HAHUS.

IIpakTHKa penakTUpPOBaHUS F€HOMA YEJIOBEKA JIEMOHCTPU-
PYET enle OauH MOJyC KOHCTPYUPOBAHHUS IPUPOJIBI, OTPAXKAS CH-

Tyaruo, KOTia AesTEeIhbHOCTh CYObEKTa TTO3HAHUS TPAHCHOPMHU-

% Popper K.R. Objective Knowledge. An Evolutionary Approach. Claren-
don Press, Oxford, 1972. P. 341-362.
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pyeTcs OT KOHCTPYUPYIOIIETO BOCHPUSTUS MPUPOIBI K KOHCT-
PYUPOBAHUIO KaK TAKOBOMY, T'JI€ €CTECTBEHHbBIA OOBEKT MOJBEP-
raeTcs pa3au4HbIM (U3NYECKUM TpaHCPopMaIUsiM, H3MEHSS
CBOU CYIIHOCTHBIE CBOMCTBA.

VY4eHblii CTAHOBUTCSI KOHCTPYKTOPOM HE TOJIBKO HAa YPOBHE
MIPOBEJICHUS] MBICIIUTEIBHBIX AKCIIEPUMEHTOB, HO MPEKIE BCETO B
MPOBEJICHUU KOHKPETHBIX MAHUITYJISIUNA C MPUPOTHBIMH O00BEKTa-
MU (reHamu). BaXHbIM acmeKTOM 3TOro IMpoliecca CTAHOBUTCS
MpHIaHUE TIPUPOAE 3aT0KEHHBIMA YUYEHBIMA UHTEHIIMA KOHCTPYH-
poBaHusl. PemakTpoBaHUE 3apOMBIINICBONM JIMHUU PaCKpbIBACT
UMEHHO 3Ty OCOOEHHOCTh: MPUPOJE MNEepeAar0T MOTEHIMAT BOC-
MIPOM3BOJIUTH B UEJIOBEKE BHIOPAHHBIE UM CAMUM XapaKTEPUCTHUKH.

B »TOM mpocTpaHCTBE MaHMIYISTUBHOTO BO3JCHCTBUS U
IIOCJIETYIOIIETO0 €CTECTBEHHOIO BOCIPOM3BOJCTBA PA3BUBACTCS
MIPOCTPAHCTBO yTonuu. BooOpaxaemblil Oyayluit MUp 3acemsieTcst
HOBBIMH IE€pOSIMU-TE€HETUYECKU YCOBEPIIIEHCTBOBAHHBIMHU JIFOJIbMH,
UMEIOIIMMH  CBEpXYeJIOBEYeCKHEe (PU3UYECKE U KOTHUTHUBHBIC
CIIOCOOHOCTH, HE TIOJIBEPKEHHBIE TSKEITBIM 3a00JIEBaHUSIM U T.1I.

[Iponecc MaHUMYJSIIUUM C T€HAMU aKTyaJlIM3UPYET IIPO-
OeMy crpaBeJIMBOCTH. Bo3HHKaeT Bompoc O TOM, Kak crpa-
BEJIJIMBO MPOBOJUTH PACIpeIeIEHUE BO3MOXKHOCTEN PEIAKTUPO-

BaHHA ICHOMaA.
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VYuuTeiBas 0o0IIeYeIOBEUYECKOE KETaHUE HE OTCTaBaTh OT
JPYrUX 4IEHOB OOIeCTBA MO OMNPEAECICHHbIM (PU3NYECKUM Ia-
paMeTpaM M KOTHUTUBHBIM CIIOCOOHOCTSIM M MMETh OIpe/IeIICH-
HbI€ KOHKYPEHTHBIE MPEUMYIIECTBA, B OYIyIIIEM MOXXET BO3HUK-
HYTh mpobiema GOpMyJIUPOBKH HOPMATUBHBIX MPUHIIMUIIOB, IO-
3BOJISIIOIINUX OOECTICUMTh PAaBHBIN JOCTYIT K F'€HETHYECKUM TEX-
HOJIOTHSIM. DBPUCTUYECKYIO 3HAYUMOCTb B 3TOW CBSI3M HMEET
ujes 3aBeca HeBeaeHus [[x. Pomza.

BcnomuauwMm, uto JIx. Ponza maTepecoBano, kakum o00pa3om
B COLIUYME, UMEIOIIUM pa3IudHbie (OpPMbI HEPABEHCTBA, MOXKET
OCYILIECTBIISITHCSA CIPABEMIMBBIA MOPSIIOK, MO3BOJISIONINI 0Oec-
MEYUTh MAaKCUMAJIbHYIO PeaN3alfi0 CBOOOIbI TUYHOCTH. Dusio-
cod mpeasiaraia UCIOJIb30BAHUE Psiia MPUHIIUIIOB: CUCTEMbI CBO-
00J1 U paBEHCTBa BO3MOXXHOCTEH, COITMAIBLHOTO M YKOHOMHUYE-
CKOT'O ypEeryJIMpOBaHUsI, BEAYIIETO K BHITOJE HAUMEHEE Mpeyc-
NIEBAIONTUX TPAXKJIaH, MPUHITMIA COSpEKEHNS, HAIIPABJICHHOIO HA
3alIUTY MpaB Oy yIIMX MOKOJCHUM.

JlaHHBIE NPUHIUIBI BO3HUKAIOT B THIOTETUYECKON CUTYa-
LMY KaK OBl MOJ «3aBecoil HeBeaeHus». VIHAUBU HE 3HAET, Ka-
KO€ TIOJIOKEHHE B OOIIECTBE OH 3alMET MCXOJS U3 UMEIOIIUXCS
CITIOCOOHOCTEN M MCUXOJOTHUUYECKUX YEPT CBOEHM JIMYHOCTH M HE
MOKET TMPEJICTAaBUTh OINPEJICICHHYIO TPACKTOPUIO CBOSH CYIHOBI.

ITo 3To¥ mpuuKMHE €My KpalHE BaKHO MOJYYUTh MAKCUMYM IIpe-
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UMYIIECTB, OKa3aBIINCh B HEBBITOAHOM Il CEOS MOJIOKEHUMU.
i 3TOr0 ¥ HyXHbI BbIABUHYThIE [[k. POsI3oM mpuHUMIEBI, IMO-
3BOJIAIOIINE MMOJICPKATh HAanOoJee ysI3BUMBIX.

3agaauMcsi BOIPOCOM: UTO IIPOUCXOAUT CO CIIPABEIJIMBBIM
YCTPOMCTBOM OOIIECTBA B SIMOXY PAa3BUTHIX T'€HETUUYECKUX TEX-
HOJIOTHI, KOTJJa UHCTPYMEHTHI PEJaKTUPOBAHUSA T'€HOMA YEJIOBE-
Ka CTAHOBSTCA TMOTEHIMAIBHBIMU HCTOUYHMKAMH HOBBIX (HOpM
HepaBeHCTBa? Kak MOCTpOUTH CIpaBeJIMBOE COLMAIBHOE YCT-
pPOMCTBO B BEK T€HETHUKHU?

[IpoBeneM B 3TOW CBSI3U MBICICHHBIM 3KCIIEPUMEHT, OlLle-
HUBAIOIIUHA BO3MOXKHOCTHh (DOPMHUPOBAHHS OOIIECTBEHHOTO JIOTO-
BOpa, MOA00HOT0 MOCTPOEHHOMY Ha MPUHITUIIAX, TTPEAJIOKEHHBIX
Jx. Ponzom. Ilouck mpUHLMIIOB, JEXalIMX B OCHOBE JAHHOTO
JIOTOBOpA, 11eJec000pa3HO OCYIIECTBIATh UCXOJs U3 «TeHEeTHYE-
CKOI» 3aBeChl HEBE/ICHUS.

Bce uaeanbHble yYaCTHHKH ITpOLECCa 3aKIFOUYEHUST HOBOTO
JIOTOBOpa OYJIyT HAXOJUTHCS MO/l «3aBECON HEBEJICHUS» B OTHO-
IIEHUU COOCTBEHHBIX T'€HETUYECKUX MPEUMYILECTB U MPEUMY-
IIECTB OYIyIIUX TMOKOJEHUH W B TO K€ BpPEeMS IEPHUOIUYECKH
MOMA/IaTh B CUTYaLMIO SIBHOTO 3HAHUS O HAIMYUU PUCKOB T'€HE-
THYECKUX MYTallUi Y UX IOTOMKOB.

B wuaeanbHOM KOHCTPYKIMH COLHMAIBHOTO YCTPOWCTBA

YJICHBI O6H_[CCTB3., 3aMHTCPCCOBAHHBLIC B MCIIOJB30BAHWHW HHCT-
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PYMEHTOB T€HETHYECKOTO PEAAKTHUPOBAHUS YEJIOBEKa Ipearnoy-
TYT JIEHCTBOBATh B COOTBETCTBUHU C TAKUM PaCIpeIeJICHHEM J10C-
Tylla K TEHETHMYECKHM TEXHOJIOTUSM, KOTOpBI oOecredynBaeT
npaBa HanOoJee YSA3BUMBIX YJICHOB O0IIECTBA.

Kto Moxer cumtartbcs Hamboiiee yS3BHMBIM B IPOIIECCE
pacnpeneneHus «reHetTudeckux Onar»? BeposTHO, UMU CTaHYT
Te OyIyIIre YjeHbl O00IIECTBa, UMECIOIINE MOKa3aHUs K PEIaKTH-
POBAHMIO T€HOMAa B TEPANEBTHUECKHUX IENAX. DTO MOTCHIHAIb-
Hble HOCUTENIM HEU3JEUMMBIX 3a00J€BaHUM, AJI1 KOTO PEelIaKTH-
pOBaHME T€HOMAa CTaHET eIMHCTBEHHBIM METOJIOM PELICHHS MPO-
6memM co 3m0poBbeM. MmeeTcst BBUAY MpEXIE BCErO T'€HETUYE-
CKOE pEIaKTUPOBAHUE COMATHUYECKHX KIETOK Yy B3pocibix. Oj-
HaKO W B CJy4yae peNaKTHPOBAHMS 3apOJIbIIICBON JTUHHH DPEUb
MOMIET O pelaKTUPOBAHUHU TOJIBKO B TOM Ciydae, KOrjaa JIpyrue
METOJIBI JICYCHUS OKaXKYyTCS HedDPEeKTUBHBIMUA. UTO B ATOM CITy-
yae Mbl MOXXEM CYHTATh «3aBECOW HEBEJCHHS» OTHOCHUTEIHHO
COOCTBEHHBIX TCHETUYECKUX MPEUMYIecTB? YUUTHIBAs YCHIIH-
BAaIOIMICS COIMAIBHBINA 3alIpOC HA PaCHIM(PPOBKY T€HETHUECKU
00yCIJIOBIIEHHBIX CITOCOOHOCTEH, CKIIOHHOCTEN M Ka4ueCTB JTUYHO-
CTH, €0 MOXKHO ObLTO ObI 0003HAYHUTH OTPAHUYCHHUE TMOTYICHUS
UHPOPMAIIUU O TEHETHYECKOM MPOQuiie TOTOMKOB ISl TOHUMA-
HUSI TEHETUYECKU OOYCJIOBIIEHHBIX BO3MOKHOCTEU JTUYHOCTH, €€

TaJaHTOB (TO €CTh TOT'O YTO BBIXOJUT 3a PaMKHU Tepamnuu 3a0oJie-
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BaHUH WJIN KOPPEKTUPOBKU 00pa3a *HU3HU B CBS3U C BO3MOKHBIM
pa3BUTHEM 3a00JI€BaHUS) C LENbIO JaJbHENIIEH KOPPEKTUPOBKU
TeHETUYECKOTO MPOUIS CBOMX MOTOMKOB. TO €CTh peub UIeT 00
UCKJIFOUEHUU W3 CIPABEIJIMBOTO paCIpe/eNieHns] TeHEeTUYECKUX
TE€XHOJIOTUHA ONTUKH OMOTEXHOJOTMYECKOIO COBEPIICHCTBOBAHUS
YeJI0BeKa.

B uneanbHOM MOJenH KMCMONBb30BaHUS METOAOB FeHETHYe-
CKOl MH)KEHEPHH JIOTHKa pacIpeieseHHs] MOXKET COOTBETCTBO-
BaTh JIOTUKE OOpallleHusi C COLMAIBHBIMM U 3KOHOMHYECKUMHU
HEPABEHCTBAMH, MPe/IOKeHHOi JIK. Pomsom .

He oTkaspiBasick oT cucteMbl HepaBeHCTB, J[k. Poms 06-
paliaeT BHUMaHHE Ha TO, YTO OHU JOJDKHBI OBITh OPTaHU30BaHBI
TakuM 00pa3oM, 4TOObI CO37aBaTh MPEUMYIECTBA sl Bcex. B
3TOM Ciy4yae TUIOTETHMYECKUH WHIAUBUA OyAeT BBIOMpATh yHH-
BepCalIbHBIC MPUHITUIIBI, KOTOPhIE OyayT CIIOCOOHBI 00eCTeYnTh
CIpaBeJIMBbIC U PaBHBIC YCIOBHS, BeAylUe K Ojary WHIUBUAA.
B oTHOIIEHNN TEHETUYECKNX TEXHOJOTUH, €CIM MPOBOANTH aHa-
jgoruto ¢ monenbto k. Pomnsza, HEOOXOAUMO TOBOPUTH O NPHH-
IIUIIe paBEeHCTBE JocTyna. JlocTyn K TeHETUYECKUM TEXHOJIOTUAM
JIOTKEH OBITH OTKPBIT KAXKIOMY.

Hcnonp30BaHne HHCTPYMEHTOB PEAAKTHPOBAHUS T€HOMA B

OTHOUIEHUU JieTel, Oyayiee KOTOPhIX OYJET CBSI3aHO C CYIIECT-

PPons JIx. Teopus cnpaBeaymuBoctu / [Tog pen. B.B. llenumesa. M3na-
TenbcTBO HoBOocHOUpcekoro yHuBepeureta, 1995. 534 c.
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BEHHBIMU MPOOIEMaMH CO 310POBbEM, OyIET paclieHUBAThCS Kak
HEO0OX0IUMBIN JJ1s1 caMoro obmiectBa mar. [IpenmymiecTBo B uc-
MOJIb30BaHUHU T€HETUYECKUX TEXHOJOTHM y Hanbosee ys3BUMBIX
OyIylMX YJIEHOB O0IlecTBa B 3TOM ciy4yae OyJeT paccMmaTpu-
BaTbCAd KaK CHOCO0 yBenuyeHus oOuiero oOsara, MOCKOJbKY MO-
3BOJIUT MMHMMM3UPOBATh PACXOJIbl HA 3/paBOOXpAaHEHUE U Ha-
npaBUTh (PMHAHCOBBIE 3aTPaThl HA APYTHE HYX bl 00IECTBA.

[Ipobsiemy noucka crpaBelJIMBOrO YCTPOIICTBA OOIIECTBA,
Ha KOTOpou cocpenoroueH aHanu3 JIx. Pomsa, menecoobpazno
CIPOEKTUPOBATH HE TOJBKO B KOHTEKCT aHajJu3a BO3MOXKHOCTEH
paBHOTO, CHPABEIJIMBOTO JOCTyNa K T€HETUYECKUM TEXHOJIOTH-
SIM, HO U CTIPABEIJIMBOTO YCTPONUCTBA OOIIECTBA, T1ie OyAeT Jieru-
TUMHBIM T€HETHYECKOE PEIaKTUPOBAaHHUE (YCUJIIEHUE) APYTHX
KUBBIX cymiecTB. Kpyr paccMarpuBaemMblx CyOBEKTOB B TEOPHUH
JIx. Ponza orpaHuuuBaeTcs JIOJIbMHU, OJIHAKO B 3Py aKTUBHOIO
UCTIOJIb30BaHUSI TEHOMHBIX TEXHOJIOTUH B KPYT areHToB, MO OT-
HOIIIEHUIO K KOTOPBIM HYKHO YCTaHAaBJIMBATh MPUHIIUITB PABEH-
CTBa, MOTYT TIOMACTh YIYUYIICHHbIE TEHOMHBIM PEIaKTHPOBAHUEM
KUBOTHBIE, HampuMep, co0aKu WM 00€3bsHBI, CO CBEPXPa3BU-
TBIMA KOTHUTUBHBIMHU CTIOCOOHOCTSIMH.

3n1ech Mbl CTaJKUBa€MCsS HE TOJBKO C HOBBIMH (hopMaMu
OMOMAECHTUYHOCTH, MPUCYIIEH >KUBBIM CYILIECTBAM C MPOMEXKY-

TOYHBIM OHTOJIOTHUYCCKUM CTATYCOM, HO IIPCIKAC BCCTO C UCIOBC-
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YECKOM OTBETCTBEHHOCTBIO IIE€PEJ] HEUYEIOBEYECKUMHU BHJIAMH,
YEJIOBEYECKOW ONMEKOM HaJ NMPUPOJOH, a TaKXKE KPUTHUKOM Yes0-
BEUYECKOI'0 BBICOKOMEPHSI B HAIIMX OTHOILIEHHUAX C HEYEIOBEue-
CKOI JKH3HBIO .

BcenenctBue 3Toro BO3HUKAaeT HEOOXOAUMOCThH (HOPMHPO-
BaHUS 3aKOHOB «... JJIsl YCTAHOBJIEHMSI IOJKHOTO MecTa B 00111e-
CTBE ISl SMOPHUOHOB, XUMEP U JAPYTUX TMOPUIHBIX CYHIHOCTEH,
F€HOB W TIE€HOMHBIX MOCIeA0BaTeNbHOCTEN... bHonornyeckue
CYILIIHOCTU JIOJKHBI OBITh TPaHC(POPMHUPOBAHBI B IOPUIUUECKHE,
0JIOMAIHEHHbBIE CYLIHOCTH. ..» .

Pa3BuTHEe TE€HOMHOIO pENaKTUPOBAHMS aAKTYyaJU3HPYET
3HAMEHUTBIN, TaK JOOUMBIN coducTaMu napajgokc Kyuu. Mx un-
TE€pPecoBaJIo, C KAKOT0 MOMEHTAa MHOXXECTBO MECUMHOK (POPMHU-
PYIOT Ky4dy, C KAKOIO BPEMEHHU Kyua SIBJISIETCS 1IeJIOCTHBIM 00pa-
30BaHHMEM, a HE BCETO JIUIIb MHOKECTBOM?

B cOBpeMEHHBIX YCIOBHSX BO3HUKAET HEOOXOAMMOCTH

MMPOsJACHCHUA BOIIPpOCAa O TOM, Ha KaKOM JTallC YJIYYIICHHBIC KOI'-

HUTHUBHBIC CIIOCOOHOCTH JKUBBIX CymeCTB UBMCHAIOT UX OHTOJIO-

" European Group on Ethics in Science and New Technologies. Opinion on
Ethics of Genome Editing // Opinion. N. 32. Brussels, 19 March 2021.
[Electronic resource]. URL.:
https://ec.europa.eu/info/sites/default/files/research_and innovation/ege/ege
_ethics_of genome_editing-opinion_publication.pdf (date of access:
15.07.2021)

"""'Nowotny, H., Testa, G. Naked genes: Reinventing the human in the mo-
lecular age. Cambridge, MA: MIT Press, 2010. P. 68.
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TUYECKHI CTaTyC M UJICHTUYHOCTb, NIEPEBOJII UX B HOBBIM paHr
ryMaHONOAOOHBIX cyulecTB. Korga cTeneHb KOTHUTHUBHOIO
YJIYUIIEHHs] JOCTUTAET YPOBHS, MO3BOJIAIOIIET0 OTHOCHUTBH JIaH-
HOE JKMBOE CYLIECTBO K HOBOW LIEJTOCTHOCTH, K HOBOMY BUay? K
3TUM BOIpOcaM J00aBIAIOTCA U JpPYyrHe, oOperarone ocodoe
OMONOJUTHYECKOE 3HAYEHHE B COBPEMEHHOM TEXHOJOTHYECKOM
KOHTEKCTE: 10 KaKOTO Mpefena JO0JKHA Pa3BUBATHCS «TOJash»
KUBOTHAsI >KU3Hb, 4YTOOBI oOpecTu cBoi rosioc? U mo kakoro
npenena J0HKeH ObITh YCOBEPIICHCTBOBAH (WJIM Pa3BUT?) 4esio-
BEK, YTOOBI 3TOT roJjioc yciblmarsk? Jlpyroi, He MeHee Ba)KHbBIN
ACIIEKT ATOM TEMBI CBSI3aH C BOIPOCOM O TOM, IO KaKOW CTEICHU
MOAU(UKALIMS YEIOBEUECKOro (MM TMOTEHUUAIbHO 4YeloBeue-
CKOI'0) CYIIECTBA BBIBOJUT €r0 U3 MPUHAJIEKHOCTH K YEJIOBeUe-
CKOMY BHUJY, JUIIAET MOPAJbHOIO W IOPUAMYECKOrO CTaTyca,
3aIIMIIAKOIIEr0 €ro mnpaBa Kak MpaBa YEJIOBEUYECKOrO, a He
CBEPXUETIOBEUYECKOro MHAMBUAA? HemaloBaKHBIM SBISETCS U
POSCHEHHE TOTO, C KAKOTO MOMEHTA COOOILIECTBO YIYUIIEHHBIX
KUBOTHBIX CTaHET OMOCOLMAIBHOW TpYyNNoOW, OpraHW30BAHHOU
HE TI0 3aKOHaM CTau, 10 HOPMaM YEJIOBEYECKOTO COOOIIeCTBa U
OyJleT UMETh TaKue K€ IpaBa U 0053aHHOCTH, KaK U MPE/ICTaBU-
TENU YeloBeueckux rpynn. He Oyaem nu Mbl UMETh 170 ¢ MU-
poM, TJe JOBEJCHHAs JO Pa3yMHOCTH TEXHHMKa (TYMaHOMNO/00-

Hble POOOTHI) OyAET KOHKYPUPOBATh C TEXHUYECKH OMOCPEI0-
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BaHHOM Pa3yMHOCTBIO KMBOI'O, MUPOM, I'7ie (POPMBI UCKYCCTBEH-
HOT'O MHTEJUIeKTa OyAyT 3aHMMAaTh Bce OOJbIlIEe KOIUMYECTBO OH-
TOJIOTUYECKUX HHII, CMEllas Ha MepuQepuro MoCpeICTBEHHBIH

4eJIoBeYECKUil pazym?

3.3. PenaktupoBaHue reHoma,

BHUA0BasA 1 MEC:KBUA0OBasi HACHTUYHOCTD

AprymeHTanusi CTOPOHHHKOB pEIaKTUPOBAHUS Te€HOMA
YeJIoBeKa CBsi3aHa ¢ OCOOBIM MpencTaBieHueM o npupoje. Ilo-
CIEIHSAS PAcCMAaTPUBAETCS B KAYECTBE ChIPbSI WM PEATbHOCTH,
KOTOPYIO MOXXHO TOJIBEpraTh pas3IMYHbIM CIIOCOOaM KOHCTPYH-
poBaHus. B mpoTuBoBec 3TOMy Hjes MPUPOJbI Kak (peHomeHa,
00Jaaronero MCKIOYUTEIbHON HEMHCTPYMEHTAIH3UPYEMOU
[IEHHOCThIO, CTaBUT JKECTKUE OTPAHMYCHUS JIETUTUMAIIUU OHO-
TEXHOJIOTUYECKUX MTPAKTUK YJIYUIICHHS YEIOBEKA.

B cnyyae nerutumuzanuv peaakTUPOBAHUSI T€HOMA YeJo-
BEKA BO3HUKAET PUCK MOSBJICHUS HOBBIX BUJOB COI[MAIIBHOTO Ha-
IIPSKEHUS, BBI3BAHHOTO BO3MOXHOCTBIO YCWJIEHUS COLIMAJIBHOTO
HEPaBEHCTBA U Ipollecca COLMAIBHON CTpaTU(PUKALIUU, CIIOCO0-
HOW MPUBECTU K Pa3pacTaHUIO COLHAIBHOIO HampspkeHus. Peub
UJET O 3aIyCKe HOBOTO BHTKA Mpolecca OMOCOIMaNIn3aIuu, TO

CCThb CO3AaHMsA COLOMUAJIBHBIX TIPYIIII HAa OCHOBC HOCHUTCILCTBA
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YJIYYIIEHHBIX T€HOB, TTOJIOOHO TOMY, KaK 3TO MPOUCXOAUT Ha Ce-
TOAHSIIHUN JEHb C TMAlMEHTAMH, CTPAJAIOIIAMHU Pa3IUYHBIMU
TeHETHYECKU 00YCIIOBICHHBIMU 3a00JIEBaHUSAMU, KOTqa OJ1aroia-
ps TIOJTyYE€HHOW Te€HETHYECKOM MH(POpMAIIMU. BO3ZHUKAIOT «TPYII-
TOBBIC U MHAHBHIYAIbHbIE HACHTHYHOCTH U IIPAKTHKH» .

PaccMoTpum B 3TOM CBSI3M Ka3yc, aHAIU3 KOTOPOTO Mpe-
CTaBJICH B KOJUIEKTUBHOM MoHOTpaduu «OT 1maHca K BbIOODY.
I'enetuka u cnpaBez[JmBOCTL»m. Ka3zyc onuceiBaeT morteHUH-
anbHOE Oyjylliee W TOCBSIIEH aHaJIU3y IMOCIEICTBUI KaTeropu-
YECKOT0 KeJaHus HUACaTbHOTO peOCHKa - CUTyallud, B paMKax
KOTOPOM POAUTEIBCKAE MPEANOUYTEHUSI OKa3bIBAIOT BIIMSHUE HA
TpaHcopMaInuoo caMOd COIMATBHON CTPYKTYPHI U OOIIECTBEH-
HBIX OTHOIIICHUI.

Kazyc npencraBnsier co6oi BBIAEPKKY U3 MPEIUCTOBUS K
JIUCCEPTAllUM IO UCTOPUU MEIULIMHBI, HanucaHHou B 2040 r.
3/1ech OMUCHIBAETCA CUTYAIUSI TOCTENIEHHOTO YCUJICHUS] TEHICH-
MM TeHETU3alluu OOIIEeCTBa, BBI3BABIICH CEPhE3HBIC COIHAIb-
Hble nocnenacteusa. B 1990-e, B npeamiecTByomuye Tpu AECATH-
JIETUSI, POJAUTEIN B OCHOBHOM ITPAKTUKOBAJId HETaTUBHYIO €BIE-

HHUKY, HCITIOJIB3YA TCCThI AJISI OCHOBHBIX XPOMOCOMHBIX }Ie(beKTOB,

2Pagunoy I1. Coumobuonorus i 6rocormansaocts / Yemosek, 2019. T.

30. Ne 6. C. 8-26.
1% Buchanan Al., Brock D., Daniels N., Wikler D. From Chance to Choice.
Genetics and Justice. Cambridge: Cambridge University Press, 2009. 398 p.
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TakuX Kak cuHapom [layHa u aGoptupoBanu «J1e(eKTuBHOE) TO-
ToMcTBO. B 2020 r. cTaHmapThl «IIPUEMIIEMBIX» HETEH YIKECTO-
YWIHCh, MPEyCMOTPUTENBHBIC POJIUTEITN PYTUHHO aOOPTHUPOBA-
JIY 37I0POBBIE TIOABI, KOTOPhIE UMEIH T'€HBI, HECYIIIME HAMHOTO
OoJsiee BBICOKHMM (IO CPaBHEHHIO CO CPEIHECTATUCTUYECKUM)
pUCK paka Tpyau, Oosie3Hn AnblreiiMepa u Apyrux 3aboseBa-
auii. B 2030 r. HaOmroganachk TEHIEHIUA ellle 00Jie€ BBICOKHUX
crtanapToB. 11101kl ¢ «HeXKenaTeTbHBIMUY WU «MEHEE YeM OIl-
TUMaJbHBIMIY) KOMOMHAIUSIMUA T€HOB PYTHHHO a0OPTUPOBAIIUCH,
BKJIIOYAsl T€X, KTO HE YJIOBJIECTBOPSJI MO KPUTEPUIO Pa3yMHOCTHU
WM JaXKe Beca.

[[Inpokoe HCMOMBL30BAHUE ATUX TEXHUK POJAUTEISIMHU, KO-
TOpbIE MOTJIU ceOe MX MO3BOJUTH, MOJHSIIO CPEIHUM YPOBEHB
310pOBbsI, (DU3UYECKON CUJIBI M WMHTEJUIEKTYaJbHBIX CIOCOOHO-
cTed B MOMYJIAIMHU, TCHACHIUS, KOTOpas ObLla MO3UTUBHO BOC-
NPUHATA HAMOHAJIUCTAMH B moduTUKe. OIHAKO MPUTSI3aHUS
MHOTHX POJMTENEH, 4TOOBl MX PEOSHOK OKa3ajcsi B BBICIICH
KBUHTUJIU, CO3JAJIN CIIUpPANIb OECIpeIeTbHOI0 MpoIecca TeHETH-
YECKOTO yIyUIICHHS .

OTTankuBasCh OT PACCMOTPEHHOI'O Ka3zyca, MOXHO TpeJI-

IMOJIOXKHUTb, YTO PA3BUTHUC TEXHOJIOT UM PCAAKTUPOBAHHUA YCIIOBC-

"Buchanan Al., Brock D., Daniels N., Wikler D. From Chance to Choice.
Genetics and Justice. Cambridge: Cambridge University Press, 2009. 398 p.
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Ka MOXET CJIeJ0BaTh TAKOMY XK€ IMYTH, C XapaKTEPHOU I HETO
YCUJIMBAIONIEHCA paJuKaiu3anueid cnocoOoB oOpalieHust ¢ 4e-
JIOBEYECKUM TEJIOM. 37E€Ch MEAULMHCKAsT HOpMa MOXKET IOCTe-
NIEHHO U3MEHSTHCS B YTrOAy OOUIECTBEHHBIM MPEACTaBICHUSIM O
JNOCTOMHOM >KM3HM U €€ KayecTBe. 3alpeT Ha PEeJaKTUPOBAHUE
3apOABILIEBON JIMHUU C TEYEHHEM BPEMEHH MOYKET CMEHUTHCS
paspenieHueM Ha MpPOBEIECHUE ATOW MPAKTUKU B HCKIIOYUTENb-
HBIX Cy4asx (Hampumep, B TepaleBTHYECKUX LeNsIX). Beaen 3a
3TUM MOTYT BO3HUKHYTbH MPEANOCBUIKA K TOTAJIBHOMY IPUHYX-
JEHUIO K OCYLIECTBJIEHHUIO TEPANEBTUYECKOTO PEIAKTHUPOBAHUS
reHOMa Y€JIOBEKA, HaIlpUMEp, B LEIAX 3KOHOMHH PECYPCOB 3pa-
BooXpaHeHusl. B mocneayromeM pedb UAET yXKe JEeruTUMalUuu
pedaKTUPOBAHUSI T'€HOMA B LIESAX YIYUIICHHS YEJIOBEKa M KOp-
PEKTHUPOBKH MHJIMBUIYaJIbHBIX CBOMCTB IO/ JKEJIaHUE 3aKa3YnKa.

[IpencraBneHHbI Ka3yCc MHTEPECEH C TOYKH 3pEHHUS Tpe-
3€HTALMM HAJOKEHUS HECKOJIbKUX WHTEHIMOHAJIBHBIX IUIAHOB
Pa3IMYHBIX AKTOPOB, PE3YyJbTaThl KOTOPOIO CYMMHUPOBAIUCH B
OpHUIaHUH OMOMOJUTUKE CYIIECTBEHHO HOBBIX YEPT, - CO3/4aBaTh
NIOCPEJICTBOM MEIULIUHCKOTO HOPMHUPOBAHUS «HU€ATBHOI0), BbI-
rOJIHOTO TOCYAapCTBY, MHAUBUAA

['OHKa reHeTUYECKOro yJIyUIICHHUs] OKA3bIBACT BIMSHUE HA
(opMupoBaHUE COLUAIBHON aCHMMETPHUH, KOTJa K pa3ivyuusM B

ypoBHE 00pa3oBaHusi, (GUHAHCOBOTO OOECTICUCHUS U T.J. 100aB-
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JSIeTCS CYyIIECTBEHHAs! Pa3HUIA B T€HETUYECKON MIEHTUYHOCTH,
B HCXOJIHOM OCHOBaHMM TeiecHocTu. OnpenenstomuM (paxTo-
POM pa3BUTHUSL MOXKET CTATh HE MHAMBUAYAJIbHOE YCUIINE CYOBEK-
Ta (pa3BopayuBarolleecsi B MHOTOYHCIIEHHBIX COLIMOKYJIBTYPHBIX
TEXHHUKaX) U Mpeolpasylollee TeIecHOe JeUCTBUE, a OUOTEXHO-
JIOTUYECKUN JIM3aiiH, OCYIIECTBJIEHHBIA B paMKax KOHBEHIUMU
MEXY YUYECHBIMH, POJAUTEIISIMU U MIPUHATHIMU CTaHIAApTaMU 3]ipa-
BOOXpaHeHus. [Ipr 3TOM MOXET MPOU30WUTH B3aUMOJIONIOJIHEHUE
Y B3aMMOHAJIOKEHHE JIBYX Ba)KHEWIINX TPEHIOB: TEHETUUECKOTO
yAYUYLIEHUs U HEUPOYMydIlIEHHUs, Pa3BUTHE KOTOPBIX BOCTpPeOO-
BaHO OCOOBIMU MOTPEOHOCTAMH COBPEMEHHOM SKOHOMHKH, MPO-
U3BOJCTBEHHOMN €UHUIIEH KOTOPOH SBJISIETCS YEIOBEK KakK Kallu-
tajn. [locnenHuii 3Ha4UM HE TOJBKO M HE CTOJIBKO 00JIaJaroluM
MOIIHBIM  (PU3UYECKUM TIOTEHIIUAJIOM YEIOBEUYECKUM TEJIOM,
CKOJIKO YCHJIEHHBIM M0l MOTPEOHOCTH COLIMAIBHOTO Pa3BUTHS U
HY’K/Ibl 5KOHOMHKH Y€JIOBEYECKUM MO3TOM.

TexHonmorus pegakTUpPOBaHUS T€HOMAa B 3TOM CBA3M IIpe-
NOJHOCUTCS KaK MHCTPYMEHT aJanTalii K CyIIECTBYIOIIECH cuc-
TeMe o0pa3oBaHUsI M Tpyla. DKOHOMHUYECKAs COCTaBJISIOIIAs
CTaHET OKAa3bIBaTh BIIMSHHE HA aKThl MOTPEOUTENHCKOTO MpPE-
MOYTEHUSI TMAKETa «BBITOJHBIX», «YCIEIIHBIX» XapaKTEPUCTUK
OyAyuiei TMYHOCTH, KOTOPbIN OYIET TOCTYIEH B «T€HETUYECKOM

CYIIECPMAPKETE) B paA3JIMYHBIX BapHUallUsX.
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BriBoabl

Pa3BuTre TeXHOJIOrMI PENAKTUPOBAHUS TEHOMA YEJIOBEKA,
BBI3BIBAsl  CYILECTBEHHYIO TpaHCHOPMAIIUIO TPEJICTABICHUN O
YeJIOBEYECKOM B YEJIOBEKE, €ro CaMOMOHWMAHUU U UJIEHTUYHO-
CTH, TOTPYXaeT HAaC B CHUTYallUI0 MPOTHBOOOPCTBA KOHKYpPH-
PYIOIIUX ATUYECKUX apryMEHTOB, OCTPOMl OOpHOBI MEXKAY CTO-
POHHHKAMU OMOKOHCEPBATHBHOM MO3UITNH U €€ OMMTOHECHTaMHU.

Ocnemsronias MopalibHas YBEPEHHOCTh IMPHUCYIIA Kak
arnoJioreTaM Jierajau3alui MaHUIYJISIUNA ¢ TeHaMU B 1EJsX TeHe-
TUYECKOTO YJIYYIICHUS YEIOBEKa, TaK U PaTUKATBHBIM MPEICTa-
BUTEJISIM KOHCEPBATUBHOTO JUCKYPCA, YKa3bIBAIOIIETO HAa BEPO-
STHOCTb TIOSIBIICHUSI HOBBIX aHTPOIIOJIOTHYCCKUX PUCKOB H OCYXK-
JIAIOIIEro MO 3TON NMpHUYKHE JTH00bIe POpMBbI MOIUDUKAIIUN TIPH-
POJIbI YETIOBEKA.

B 10 ke Bpemsi HEOOX0IUMO MOTIEPKHYTh, YTO 3a4aACTYIO
€IMHCTBEHHBIM apryMEHTOM, KOTOPOMY CJEAYIOT YYaCTHUKH
Pa3JIMUHBIX JUCKYCCUM, CTAHOBUTCSI UX COOCTBEHHAss MOpajibHas
unTynnus. Korga peys uer o npuHATHN KOHKPETHBIX pEIICHUN
0 BOIPOCY JICTUTHUMAIIMU PEIAKTUPOBAHUS T€HOMA 4YeJoBeKa
WM 10 mpoOJieMe ri1o0anbHOro 3anpeTa JaHHOW MPaKTUKH, BO3-
HUKAET CII0)KHOCTb M30EraHusi HEHTPAIbHOCTU U OECIPUCTPACT-

HOCTH.
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BayTpenHue mMopanbHble TPEANOUYTEHUSI MOTYT OKa3bIBaTh
BIIMSIHUE Ha BBIOOP OMpeeeHHOM mo3uiuu. B To ke BpeMs mo-
NbITKA yAep>KaHUsl OeCHPUCTPACTHOM MO3UIIMU MOXKET JHIIUTh
BO3MOKHOCTH MPHUHATHS HEOOXOJAUMOTO PEIICHUs, 3aMelias ero
JIOJITOBPEMEHHBIM MepeOOpPOM BO3MOXKHBIX BAapUAHTOB, U MOPO-
KJask MOAIOJIbHBIE MPAKTUKU MAHUITYJISILIUKA C T€HAMM.

[IpaBa Oyaymux TMOKOJEHUH B KOHKYPEHIIMH OIIOHU-
PYIOIINX IPYT APYTy ATUKO-(UIOCO(DCKUX yCTAHOBOK OKa3bIBa-
IOTCS TIOJIBEIICHBI MEXJy aroJIoTUe MpUpOJ0COO0Pa3HOCTH U
CJe0BaHUEM JIMHUM HCKYCCTBEHHOro. B mpaBoBOM moje OHU
OyIlyT BbI3BIBATh AMAMETPAIBHO MPOTHUBOMOJIOKHBIE KOJUIM3UH,
BBIpQXKAIOIIUECS B HCKOBBIX TPEOOBAHUAX, KACAIOIIMXCS, BO-
NEepPBbIX, HEOOOCHOBAHHOM, COBEPIIEHHOW 0e3 MH(POPMUPOBAH-
HOTO COIJIACUSl MHCTPYMEHTAIM3ALUUHU TEJIECHOCTH, BO-BTOPBIX,
MOJHUMAIOIIUX BOMPOC O HEONMpPaBJAaHHOM HEIESHUU, TO €CTh
HEBMEIIATEIHCTBE B TEJIO, XOTSA 3TO ObUIO OBl IPEAIOYTHTEIHHO
C TOYKH 3peHHs OyAyIIero Jula.

B oTHomeHuum mnocnenHe yCTaHOBKU (POPMUPYIOTCS
YTOUHSIIOIIME BOIIPOCHI, CBSI3AHHBIE YK€ HE CTOJBKO C TEM, CIIpa-
BEJIJIUBO JIN MEHSTh T€HETHYECKYIO CTPYKTYPY JIMYHOCTH OYyay-
IIUX MOKOJEHUM, CKOJIBKO C T€EM, KaKk 00eCeUnTh PaBHBIA J10C-

TYII K TCXHOJIOTHHU PCAAKTUPOBAHUA I'CHOMA.
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Borpoc nuctpubyTHBHOM CIIpaBeUIMBOCTH 31€Ch CMEIIAET
CBOM akIleHThl. B mpoTuBOBEC OMOKOHCEPBATUBHOW MO3UIINH,
paccMaTpUBAONIIEN aKT BMEMIATENIBCTBA B T€HBI CO CTOPOHBI PO-
JIUTENIEN WM TPEThUX JIUI[ B KAYECTBE HACWILCTBEHHOI'O Hapy-
HICHUS] TPAHUI[ TEJIECHOCTH, B 3TOM JIOTUKE OLIEHKU CUTYyallu
HEBMEIIATEIHCTBO B FEHETUYECKYIO CTPYKTYpPY OyIeT paclieHu-
BAaThCAd KaK yrpo3a 4eJOBEYECKOMY JOCTOMHCTBY M HAPYILICHUE
ero (pyHJIaMeHTaJIbHOIO MpaBa Ha 3/J0POBbE.

[IpencraBneHHbli aHATU3 MPOOJIEMBbl PEAAKTUPOBAHUS Te-
HOMa JE€MOHCTPUPYET, YTO JAaHHAS NMPAKTHKa CO3JAE€T TEeTEPO-
TE€HHBIE BBI30BbI: COLIMAJILHOMY MHUPY M YEJIOBEYECKOU HACHTHY-
HOCTH, HAYYHOMY 3TOCY U KATErOPUYECKUM KEIAHUSIM POJIUTE-
nent. [loka HeT 4eTKkO chOpMHUPOBAHHOM CUCTEMBI OTBETOB Ha ATHU
BBI3OBBI.

[1. Pabunoy cripaBe/UIMBO yKa3bIBaJl, YTO T€HETHKA «IIepe-
CTaHeT OBITh OMOJIOTHYECKOM MeTadopor IIsa OOIIeCTBa MOJIEP-
Ha U TIPEBPATUTCS B CETh, T/Ie oOpamaroTcst GopMbl UICHTUYHO-
CTH M TOYKHU OTPAHUUCHHI», TOpOK AKX (EeHOMEH OUocoIu-
ANBHOCTH . DTO MpO(eTHIecKoe 3HAHHE MOCTENCHHO (OPMH-
pyET pealbHYIO0 COIMANIbHYIO MPAaKTUKY. Tak, rpymnmbl ManyeH-

TOB, O6’B€I{I/IHGHHBIX SHAaHHUAMHU O CBOCM I'CHOMC MW MYTalUAX

1%5Pagunoy I1. Counobuomnorus u GruoconunansHocts / Yenosek, 2019. T.

30. Ne 6. C. 16.
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(HampuMep, BBI3BIBAIONINX Op(daHHbIE 3a00JIEBaHUS), YKE aKTHB-
HO OTCTaWMBalOT CBOM WHTEPECHl W BIHSAIOT Ha (POPMHUpPOBAHHUE
MOJIMTUKKA B 00JIACTU 3ApaBooxpaHeHus. Benes 3a 3Tol TeHeH-
el TPSIyT HOBBIE POPMBI CIUTOYCHUS, OCHOBAHHBIC YKE Ha HO-
CUTENBbCTBE YJIYUIICHHBIX TeHOB. OHM OYyIyT NBMXMMBI CBTCHHU-
YEeCKOM ujeed reHeTudyeckoro yiyurieHus. Uneei, koropas Oy-
JET CIoCOOCTBOBAaTh MOJU(HKAIIMU HE TOJIBKO JIFOACH, HO H,
BO3MOYHO, JAPYTHX JKUBBIX CYIIECTB, OOBEIUHSS BUIBI U OIHO-
BPEMEHHO TOPOXkaasi HOBbIE (hOPMBI COIMATBLHON CTpaTuduka-

o1y, SaﬂCﬁCTBYﬂ TCHCTUYCCKUC U ITOJTUTHYCCKHUC TCXHOJIOTHH.
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u ped. / PAH. MHUOH. Llentp Hayu.-uHdOpM. UCCIE. IO
Hayke, oOpa3zoBanuio U TexnonorusiM; OtB. pea. FOaun B.T'.
M., 2016. C. 181-193.
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I'naBa 4. Peakryanu3zanusi 003 TUKH
U (peHOMEeH OMOUIEHTUYHOCTH

4.1 AHAJIMTHYECKHE MOAX0AbI B OMOITHKE

buostuka Bcerga compspkeHa ¢ HEOOXOIUMOCTBIO COMHE-
Husl. B wacTHOCTH, 3TO BBIpakaeTcsi B HEBO3MOMXHOCTH IOJTHO-
CTBIO aBTOMATH3UPOBAThH MPOIECC OMOITUYECKON HSKCTIEPTU3HI,
MIOCKOJIbKY TPUHIIUIIBI, OMOITHKHU JAIOT JIUIIb IEHHOCTHBIE OpHU-
€HTUPHl W TPHOPUTETHI, B TO BPEMs KaK WHTEPIPETAIUs ITHX
TIPUHITUIIOB BCET/Ia CBS3aHA C KOHKPETHBIM MECTOM U BPEMEHEM
NPUHATHUS PEIICHHUS.

AHaJIUTUYECKUE METOJbl OMO3THKHU, Oydy4H, MO CYIIECT-
BY, (uiocockoil IcCeHITNEN TPEACTaBICHUM O CIIPaBEITUBOCTH
U aBTOHOMHUH, HAa TIPAKTUKE CTAHOBSTCS HMCTOJIKOBAHHUSIMH, 00-
peTmmMu (HopMy TIPEIEICHTOB, KOTOPBIC, MEXKITYy TEM, SIBISIIOTCS
CIIOKEHUEM OTICIBHBIX 3JIECMEHTOB IKCIIEPTHU3BI MEIUITUHCKOTO,
dbunocodckoro, pUAMUECKOTO cojaepkanus. Ho 6uostuueckas
AKCIIEPTU3a HE MPOCTO BBHICTPAMBAECTCS BOKPYT KEHMCOB, OHA TaK-

*e GOpMHUPYET TPEH]I OTHOIIEHUH MEXTy HAYKON U YEIOBEKOM.

*JlaHHas r71aBa YaCTHYHO ONMPAETCS HA PaHee OMyOIMKOBAHHYIO CTAThIO:
bensneraunos P.P. buostnueckue U npakTUyecKue moAX0 bl Py IpoBeIe-
HUM OMOATHYECKOH 3KcnepTusbl / I'yMaHuTapHble OpUEHTUPHI HAYYHOTO
no3Hanus. M.: «Hasurarop», 2014. C. 216-220.
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DTO BIIOJIHE 3aKOHOMEPHO BBITEKAET U3 TOTO, UTO METOJI0-
JIOTHUsI, UCTIOJIb3yeMasi B OMOATUKE JUIsl OIEHKH B3aUMOJICHCTBUS
YEJIOBEKa M Bpaya, YYEHOr0, ICUXO0JIOra — MEXAUCIUIIIMHAPHAS
KOHBEHIIWS, BOSHUKINIAS KaK CUHTE3 dTUKH, IpaBa U mpodeccro-
HaJIbHBIX HOPM, CYIIECTBYIOIIUX BHYTPU HAYUYHOT'O COOOIIECTRA,
BCE K€ JOJDKHA OTBEYaTh HAa KOHKpETHbIE BONpochl. Ho B cuity
TOT'0, YTO M3HAYAJIbHO 3TU JAUCUUIUIMHBI U BHYTPEHHUE TJIaCHbIC
Y HETJIACHBIE MPOQECCHOHABHBIE KOJEKCHI CTOSIT JOBOJBHO Ja-
JIEKO APYT OT Apyra u oObeIWHEHBI Heel T'yMaHU3allud HAyKH,
HEH30EXKHOCTh KOH(MIUKTOB MEXIAY HUMHU SIBIISICTCS, MOXKaIYH,
OJTHOW W3 4YepT OMOITUUYECKOW JKCIEPTHU3bI, KOTOpas B JIFOOOH
cBoel (hopMe eCcTh HU YTO MHOE KaK IMOUCK PEIICHUM, YaCcTO MPpH-
HUMAaEeMbIX Ha CBOM CTpPaxX U PHUCK.

B BelIbMOHTCKOM HOKIaje ° 0003HAUCHA KIIOUeBas pOJIb
ABTOHOMUHU U CIPABEIJIMBOCTU MPU MPOBEICHUU HCCIEIOBAHUM,
a Takke HeoOXOIUMOCTh MPOBOAWTH aHAJU3 PUCKA U TIOJB3BI B
KaXJIOM KOHKPETHOM CJIydae ¢ TeM, YTOObl UMETh BO3MOKHOCTh
ONPEAETUTh JOMYCTUMOCTh NPUMEHEHHUS HOBBIX JIEKAPCTB U TEX-
HOJOTUH. Mex1y TeM NPUMEHEHHE ITUX IPUHIIMIIOB MOXKET

BapbHUPOBATHCA B 3dBUCUMOCTH OT TOI'O, KaK TPAKTYCTCA aBTOHO-

0B enpMOHTCKNMI HOKIAK / AHAINTHYECKHE MaTepHabl 1o MPOEKTY «AHa-
JIU3 HOPMATUBHO-TIPABOBOM 0a3bl B 00JIaCTH MTpaB YEJIOBEKA B KOHTEKCTE
OMOMEIMIIMHCKUX MCCIICIOBAHUN U BRIPAOOTKA PEKOMEH IAIUiA 110 €€ YCO-
BepuIeHCTBOBaHUIO». M.: M31arenscTBO MOCKOBCKOTO r'yMaHUTApHOTO
yHuBepcutera, 2007. C. 271-289.
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MHUSI M CHpPaBeIMBOCTh. HEBO3MOXHOCTH TIIOOAIBHOM, 00IIIe-
NPU3HAHHON HMHTEPIIPETAIMi OWOATHYECKUX TMPUHITUTIOB BBITE-
KaeT U3 MHOT000Opasusi PrrocopCcKkux KOHIETIUHN, a TaKKe pe-
JIMTHO3HBIX BEPOBAHMM, KOTOPHIC HAXOMATCS B OCHOBAHUHU TIPE/I-
CTaBJICHUN 00 aBTOHOMHH U CIIPaBETMBOCTh. OHAKO yYaCTHU-
K1 OMOITUYECKOW DKCMEPTH3bl KaK MPAaBUIIO HCIOJB3YIOT pa3-
JIMYHBIC aHAJTUTHYECKUE CTPATETHH, KaKIas U3 KOTOPBIX, Oy Iydn
BHYTPEHHE HEMPOTHBOPEYHBA, BMECTE C TEM MOXKET OOJIbIIE UITH
MEHBIIIEE COOTBETCTBOBATH IAHHOMY KOHKPETHOMY CITy4alo.

be3yciioBHO, MPUHIAMIAAIIN3M, CBOWCTBEHEH OHMOJTHKE M
10 CeH NIeHb, Jake MPUHHUMAsi BO BHUMaHWE HEOJIHO3HAYHOCTHh
NPOYTCHUS W WHTEPHPETAMA TPHHIIMIIOB BHYTPH HE TOJIBKO
dunocodpun, HO U KyIbTYPhl. AHATUTHYECKHUE TOAXOIbI MPOBE-
JIeHUs1 OMOATUYECKOM SKCIEPTU3BI TIPU STOM COTJIACOBAHBI BHYT-
P 3KCTIEPTHOTO COOOIIECTBA, OJHAKO HOBBIC TEXHOJOTHH OKa-
3BIBAFOTCSl ¥ HOBBIMH YCJIOBHSIMU KU3HU OOIIECTBA, TPEOYIOIIH-
MU KaK MHHUMYM (pOopMabHOM MPOBEPKH Ha COOTBETCTBHUE IKC-
NEPTHU3bI H TEXHOJIOTHH.

Tak, B cdhepy OMOITHKM MOMATAET MPHUHIUI MPEIOCTO-
POKHOCTH, KOTOPBIH SIBJISCTCS IIMPOKO HCIIONIB3YEMbIM aHaJIH-
TUYECKUM TIPUHIIMIIOM, KOTOPBIA CETOAHS MOXHO BCTPETHUTH B

OOJIBIIMHCTBE ATUYCCKUX KOJIEKCOB, M PYKOBOJICTB, JIAIOIIUX pe-
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KOMEH/IAIMU 10 MPOBEACHUIO UCCIIEIOBAHUI U MIPUMEHEHHUIO UX
pE3yNbTaTOB B Chepe HOBBIX TEXHOJIOTHIA.

BnepBble npuHIUIT TPEAOCTOPOKHOCTH ObUT NMPUMEHEH B
1960 r. B IlIBeunu, oAHAKO MO3KE MOIYUHIJ HMIMPOKOE PacIpo-
cTpanenne . Ha MeXIyHapoJXHOM YpPOBHE 3TOT NMPUHIMI ObLI
chopmynupoBad Bo Becemupnoit xaptun npupoast (1982) paru-
¢bunumpoBannoit B [exnapanuu Puo-ne-Kaneiipo. beictpoe pac-
IPOCTPAHEHUE ATOr0 MPUHUMUIA CBSI3aHO C Pa3BUTHEM TEXHOJO-
TUH, BIUSHHE KOTOPBIX HA YEJIOBEKA M OKPY’KAIOUIYIO CPEeAy He-
npeacKa3zyeMo U TpedyeTcsi 0co00€ peryIupoBaHue PUCKOB, CBS-
3aHHBIX C BO3JEHCTBHEM 3THUX TEXHOJOTHM Ha OKPYKAIOIIYIO
cpeny M yernoBeka. Posib mpuHIUIA MPEeIOCTOPOKHOCTH 0003HA-
yaeTcsa B mociaHuu EBponelickoil komuccuu clienyrommum odpa-
3o0M: «IIpuHnun mpenocropoxHocTH He omnpeaensarores B Co-
IJIAIEHUH, B KOTOPOM OH PEKOMEHYeTCs JIUIIb OJUH pa3 — JUJIs
3aIUTHI OKpyXaromie cpeasl. Ha mpaktuke cepa mpumeHeHUs
NPUHIMIA TPETOCTOPOKHOCTU 3HAYUTENBLHO IIHMpE, U B OCOOEH-
HOCTH TOIJa, KOIJa MpeABapuTeSibHas OOBEKTUMBHAs Hay4yHas
OIIEHKA IOKa3bIBAET, YTO €CTh JOCTATOYHbIE OCHOBAHHUS IOJa-

ratb, 4TO IIOTCHLHAJIBHO OIIACHOC BO3JICﬁCTBHC Ha OKpYIKaro-

'"’Sunstein C.R. Laws of Fear. Beyond the Precautionary Principle. Univer-
sity of Chicago, 2005.
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LIYIO CpENy, 3I0POBbE YEJIOBEKA, JKUBOTHBIX WJIH PACTEHHHA MO-
JKeT 0KA3aThCs PACCOTIIACOBAHHBIM C YPOBHEM 3alllUTHL...»
Pa3nendror ngBa THma OPUHIMIA MPEAOCTOPONKHOCTH —
YMEPEHHBIN, HE TMO3BOJSIOMIUNA HCMOIb30BaTh OTCYTCTBUE JOC-
TOBEPHBIX HAYYHBIX JAHHBIX O BPEJ€ B KaUyeCTBE apryMeHTa s
OTKa3a OT 3alUThl OKPY’KaIoLIel cpelbl U OOHapYy>KEHUS BO3-
MO>KHOCTH HETaTUBHOTO BJIUSHUS TEXHOJOTHM Ha 4YeJlIOBEeKa U
opupoAy. OTOT TUN NPUHUUINA MPEJOCTOPOKHOCTH ONHM30K K
NPUHLHUITY OLIEHKH PUCKA U MOJb3bl U MPAKTUUECKU COBIAJAET C
HUM. AYTEHTUYHBIH, KECTKUN BapuUaHT MPHUHIUNA MPEIOCTO-
POKHOCTU TPENIoiaraeT, YTo JI000€ COMHEHHE OTHOCUTEIBHO
0€30MacCHOCTH TEXHOJIOTMH MOXKET CTaThb OCHOBAaHUEM Il HAJIO-
JKCHHSI OTPAHHYCHHIT Ha HCCIIe/I0BATEIBCKYIO ACATEIEHOCTD .
BwmecTte ¢ Tem, NpUHLAI PEJOCTOPOKHOCTH TOJIBEPracT-
Csl CEpbE3HOM KPUTHKE 32 METOJOJIOTMYECKHE HEIOCTaTKH, Ha
NpaKkTUKE NPUBOASAIIME MapaJoKCaIbHBIM CHUTyallusiM, KOrja
a000€e NIeCTBHE OKa3bIBAETCS HAPYIIEHWEM STOr0 MpPUHIIMIIA.

[Tapamokc mpuHIMNA TPEJOCTOPOKHOCTH COCTOUT B TOM, UTO

OAHO M TO XKC HeﬁCTBHe HAaHOCUT BpCA U B CJIydac, C€CJIHM OHO

1%8Communication Summary, paragraph 3.

http://ec.europa.eu/dgs/health consumer/library/pub/pub07 en.pdf, P. 39
(mara ob6pamenus 23.02.2014).

%Clarke S. New Technologies, Common Sense and the Paradoxical Pre-
cautionary Principle // Evaluating New Technologies Methodological Prob-
lems for the Ethical Assessment of Technology Developments. Netherlands,
2009. P. 160-161.
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INPEANPUHATO, U TAKXKE B TOM CJIy4yae, €CJIIM OHO HE BBIIIOJIHEHO.
Tak, cokpalieHue NMpou3BOJCTBEHHBIX BBIOPOCOB ISl OOpHOBI €
[JIO0AJIBHBIM MOTEIVIEHUEM NPHUBOJUT K COKPAIIEHUIO padodmx
MECT M COLHATBHBIM ITOTPSICEHUM .

HecMoTpst Ha mMpoKoe EeKIapupoOBaHUE ATOTO MPHUHIIMIIA,
€ro MPaKTHYECKOE NPUMEHEHHUE MPOSIBISAETCS HE B TOM, YTO OH
MO3BOJISIET OTPAHUYUBATH U PETYJIMPOBATH PUCKH, BOZHUKAIOLINE
B IPOLIECCE PA3BUTHUS HOBBIX TEXHOJIOTHMi, a B TOM, YTO Ye€pe3
oOpallleHue K MPUHIMITY MPEAOCTOPOKHOCTH MPOSIBISIOTCS JIBE
npo0eMbl: HENMPEACKa3yeMOCTh BIIMAHMS TEXHOJOTHA Ha Yeno-
BEKa U, BO-BTOPBIX, HEBO3MOKHOCTbh Pa3BUTHS HOBBIX TEXHOJO-
I'Mil B paMKax TPAAUIMOHHOTO aHaJM3a PUCKOB U TMOJIb3BI.

[TosiBneHne HOBBIX aHAIMTHUYECKUX MHCTPYMEHTOB B OHO-
ITUKE, TAKMX KAK IPUHIUI IPEIOCTOPOKHOCTU B €T0 Pa3IMYHBIX
MOAU(PUKALUIX, OPTaHUYHO BKIIFOUAIOTCS B OMO3THYECKYIO IKC-
NEPTU3y KAaK CUCTEMY IKCIIEPTHOM OLIEHKH, HO BMECTE C TEM U
JIENaloT OMOATHUYECKYIO JKCIEePTU3Y YSA3BUMOW ISl pa3IMYHBIX
MaHUITYJISIIUI HAa IPAKTHKE.

buostnyeckas s3kcrnepTusa, riIaBHOM 3aayeld KOTOPOU SB-

JICTCA 3allliTa YCJIOBCKA U CO3AaHUA AJIA 4YCIIOBCKA TCXHOJIOI'M-

"Clarke S. New Technologies, Common Sense and the Paradoxical Pre-
cautionary Principle // Evaluating New Technologies Methodological Prob-
lems for the Ethical Assessment of Technology Developments, Netherlands,
2009. P. 163.
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YEeCKU OJIarOMPUATHON CPEJbl )KU3HU U PA3BUTHUS, CETOHS CTall-
KUBAETCS C aMOWBAJICHTHBIMU TEXHOJIOTHUSIMH, KOTOpPbIE OKa3bl-
BAIOT CYILIECTBCHHOE JABJIICHUE HA KOHUENTYaJbHBIM ammnapar
OMOATHKHU, MOITOMY Ba)KHEHIITUN BBI30OB JIJII COBPEMEHHON OHO-
ATUYECKOU DKCMEPTU3bl — CHOCOOHOCTh YYUTHIBATH HEOIPE]Ie-
JeHHbIe (HaKTOPhI HOBBIX TEXHOJOTHUW M TOJIH30BATHCS KOHIIETI-
TyaJbHBIM AHAJIIMTHUYECKUM aIrlapaToM TakuM oO0pa3om, 4TOOBI
OH MaKCHMAaJIbHO COOTBETCTBOBAI (paKTHYECKUM pucKam. J[BOii-
CTBEHHOCTb B OILICHKE HOBBIX TEXHOJIOTMHA KakK PEBOJIO-
I[UW/3BOJIIOIIMU TTOPOKIAE€T IBOMCTBEHHOCTh OMOATUYECKOM JKC-
nepTu3bl KakK YHHUBEpCalbHOW/crienuanbHoi. [IpuHSATHIE 1O
YMOJIYaHHUIO TPAAUIIMOHHBIA METOJ OMOATUYECKOW SKCIEPTHU3HI,
JIOTIOJTHSETCS. HOBBIMH TPUHIIUIIAMY, KaK MPUHIUN MPEIOCTO-
POXKHOCTH, KOTOPBI OTPa)XaeT PEBOIIOLMOHHBIA U HEIPEICKa-
3yeMBbI XapaKTep pPa3BUTHS HOBBIX TEXHOJIOTUM. Mexay TeMm,
MIOCTOSTHHBIN MPOTIECC MOAU(PUKAIINHA ¥ ONITUMH3AINN STUYECKHIX
KOJIEKCOB, U CaMa METOJO0JIOTUSI UX CO3/IaHMs, C yYETOM HEIpe.-
CKa3ye€MbIX BO3MOXHOCTE€W HOBBIX TE€XHOJOTHMH JEMOHCTPUPYET
POCT 3HAYEHHUS] OTBETCTBEHHOTO Pa3BUTHs HAYKH, TJie Bce OO0JIb-

IOIYI0 POJIb UTPAROT JIMYHOCTHBLIC 3TUYCCKUC ITPUHIUIILI YUCHOTO.
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4.2 buorexHosioruu u puwinocodus: npodjaemMa rpaHuIbI

CoBpeMEeHHBIN THUN TEXHOJOTHYECKOW PpPAIMOHATBLHOCTH
BO3HUKAET KaK PEe3yJIbTaT CBA3bIBAHUS TEXHOJOTUM ¢ OHOJOTHEH
1 (U3UOJIOTHEN YEJIOBEKa U CMEIIMBAHUSI UCKYCCTBEHHOIO U €C-
TECTBEHHO-OMOJIOTUYECKOTO cojiepkaHusi Hayku. Cruparorcs
pa3nuyusg MEXAY XHUBOTHBIM, YEJIOBEYECKUM U MEXAHUYECKUM
MHPAMU, YEIOBEK TEPSET CBOKO OHTOJOTMYECKYH) MCKIFOUUTEID-
HOCTh U CTa0MJIBHOCTbD, BBITEKAIOIIYIO0 M3 HE3PETOCTH OMOJIOTHU-
YECKUX, MEJULIMHCKUX, TEHETUYECKUX 3HAHUM, W, B KOHIE KOH-
1[OB, CTAHOBUTCSI OOBEKTOM «TPAHCTPECCUBHOIO MPEOIOJICHHUS
rpaHumy .

C ToukM 3peHus XapaBel, 4eIOBEK MOCIEI0BATENBHO OT-
XOJIUT OT KOHIIETIINH CBOET0 YHUKAIHHOTO, 0COOOTO MOJIOKEHUS
B MHpE 4epe3 «TPaBMbD» -, BOSHUKAIOIINE B PE3yIbTaTe HAYY-
HBIX OTKPBITUW, IPUBOJAIIMNX K HAYYHBIM peBostonusm. Crnemnys
3a OpeigoMm, [I. XapaBed IOINOJHSIET TPU BUIA TPAaBM, HU3MeE-

HUBIIMX TMPEJCTaBIEHUS YEJIOBEKa O camMoM cele, YeTBEpTOu,

CBSI3aHHOM ¢ MHGOPMAIIMOHHON PEBOJIONUEH, CTUPAHUEM TIpa-

" Winner L. Resistance in futile: the posthuman condition and its advo-

cates / Contemporary issues in bioethics. 7-e edition, Wadsworth, 2008.
P.780-790.

"2 OrKa3s OT KOHIIETIIIMH TeOLIEHTPU3MA B CBSI3M C OTKpEITHeM KomepHuka
(XVI B.), Teopust 3omtonnu Jlapsuna (XIX B.), Teopust o posin 6ecco3Ha-
TEJBHOIO B JIMUHOCTH 4esioBeka Ppeiiga (XX B.).
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HUI] MEX]Ty OMOJIOTMYECKUM TEJIOM M TEXHOJIOTUSIMH U, B KOHEY-
HOM cyeTe, (POPMUPOBAHUEM MHTEHUMHU HA KHOOPTU3ALMIO YEI0-
Beka' .

C. CI)yJIJIepl 4 paccMmartpuBas koHnenuuwo x. Xappuca 06
«yCOBEPIICHCTBOBAHHO SBOIIONUNY , IEMOHCTPHPYET 3TO H3-
MEHEHHE KJIAaCCUYECKOro yTHWJIMTAapHOro auckypca. k. Xappuc
M0JIaraeT, YTO COBEPILIEHCTBOBAHKUE YEJIOBEKAa — Pa3yMHBINA MyTh
Pa3BUTHS, €CJIM OHO HE MPOTHBOPEUYUT aHAJIU3Y PUCKA U IMOJIb3BI.
Tak pa3MecTHUTh I1a3a Ha 3aTBUIKE, €CJIM 3TO BO3MOXHO OCYIIIE-
CTBUTh TE€XHUYECKH, ObUIO OBl TIIyNO, MOCKOJBbKY HE SCHO, YTO
3TO JaeT C TOUKH 3peHus Orara Jjs yenoBeka. B To ke Bpems B
CUTYallMH, KOTJa B CUJIY SKOJOTMYECKUX M3MEHEHUH 4YelOBEKY
NOHAIO0UTCS KOXKa 3€JIEHOr0 LBETa U OMOTEXHOJIOTMYECKH 3TY
npo0ieMy MOKHO OyJET pelInuTh, Mbl, C TOUKH 3pEeHUs Xappuca,
00s3aHbl OyJIeM HE TOJIbKO MOMEHSTh LIBET CBOEH COOCTBEHHOM
KOXH, HO TaKXe MepeJaTh 3TOT MpU3HAK cBOMM JeTsaM. [lpu
stoM JIx. Xappuc paccMaTpUBaeT TPAHCTyYMaHU3M U KOHIICTIITHIO
pauMoOHAIIBHONM aBTOHOMMH, KOTOpPast, COOCTBEHHO, U (POPMHUPYET
TPAHCTYMAHUCTUYECKUM TUCKYPC, KaK 0OCTOSATEIHCTBO BEPOUC-

noBenanus. K nmpumepy, no maenuto J[x. Xappuca, ObITh TpaHC-

'3 Donna J. Haraway. When species meet. Minneapolis, 2008. P. 12.

"% Fuller S. Humanity 2.0: What it Means to be Human Past, Present and
Future. NY.: Palgrave Macmillan, 2011. P. 150-160.

"5 Harris J. Enhancing Evolution. The Ethical Case for Making Better Peo-
ple. NJ.: Princeton University Press, 2007. 242 p.
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TYMaHHCTOM — BC€ PABHO YTO OBITh XPUCTHAHUHOM HJIM MYCYJIb-
MaHUHOM.

C. ®ynnep nonaraer, 4to B3rJIsSAbl Xappuca B OTHOILICHUN
COBEPIIICHCTBOBAHMS YEJIOBEKA HE MPUHUMAIOT BO BHUMAHUE MC-
TUHHBIA MacmTad BO3MOXKHOCTEH MOMJIMHHON OMOTEXHOJOTHYE-
CKOM pEeBOJIIONHH, (DOKYCHUPYSCH JIUIIL HAa MPUMHUTUBHOM KOH-
LENIUYA KOHBIOHKTYPHOTO YJIYUIIICHUS YETOBEKA.

C. @®ymnep mnpejiaraerT MNOCMOTPETh HAa KOHIEMIIHIO
YIIyUIIEHHs Y€JI0BeKa B YTHIUTAPUCTCKON ONTHUKE, B3SB B CKOO-
KM LEJIOCTHOCTh Teya 4enoBeka. Hampumep, oH ccbuiaeTcs Ha
poman «JTo6ombiTHOE mpo3penue mpodeccopa Kapuraray''®, B
KOTOPOM TMpPEJCTaBICHA YTONUS «Y TUIUTApHUs», TAE Tpa)xaaHe
CUMTAIOT CBOMM HAcCJEJCTBOM YacTH COOCTBEHHOTO Tena, SB-
JstoluMecs 6yaronapss OMOTEXHOJIOTHIM MPEIMETOM 3aBEIaHuA.
VYTomnus MOXeT ObITh MPOJIOKEHA BKIIFOUEHUEM B YHUCIIO TeJec-
HBIX YacTed, KOTOPhIE MOTJIH OBl OBITh TaK WJIM HHAYE MCTIOIB30-
BaHbI, U TEJ XUBOTHBIX. bojee Toro, pa3BuBas CBOM MBICIH U
CCBHLIAsACh Ha OMBIT HALUCTCKON FepMaHHI/Im, @yuiep nojaraer,
YTO B CJIy4ae IMOCJEI0BATEILHOIO Pa3BUTHSA MOJOOHOTO CIIEHA-

pusi yTWIMTAPUCTCKOTO OyAYyHIEro OH MOKET OBITh JIOMOJIHEH

"Lukes S. The Curious Enlightenment of Professor Caritat: A Comedy of
Ideas. London: Verso. 2009.

"Fuller S. Humanity 2.0: What it Means to be Human Past, Present and
Future. NY.: Palgrave Macmillan, 2011. P. 152.
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CIOKETOM «BBIOPAKOBKH) YEJIOBEKA B XOJ€ YCTAHOBKH «YyCTOM-
YUBOMW SKOJIOTHMY MEXIY Pa3IMYHbIMU BUIAMU.

Ilo muenuro dymepa, CymecTByeT AWIEMMa IIPUOPUTETA
€CTECTBEHHOHN HBONIONUU (JapBHHU3MA) U HMCKYCCTBEHHOTO OT-
O0opa (MeHzenu3ma), win, Kak 3To ¢hopmynupyer Dynep, onep-
KUT JIM DBOJIIOIMS BEPX HAJl MCKYCCTBEHHON OMOJIOTMYECKON
MoauuKanuen, 1m6o, HA0O0OPOT, UCKYCCTBEHHO CO3/IaHHBIC BU-
Tl OKaXXyTcs Oosiee KU3HECTIOCOOHBI, YeM BHJIbI, BOSHHUKIIINE B
poliecce eCTeCTBEHHOTo 0TOopa.

B nepBoM ciydae B MOroHE 3a peanu3alnued uaenu cyrep-
MEHa CHJIAaMHA KOHBEPTHPYIOMIUXCS TEXHOJIOTHI HEN30EKHO TPO-
U30MJIET UCYE3HOBEHHE YeJIOBEeKa Kak BUJA U, PAHO WM TO3JHO,
3aMEIlIEHHE YeJIOBEKa KAaKUMHU-TO JAPYTHUMH OHOJOTHYECKUMU
CyIIECTBaMH, KOTOPbIE BO3ZHUKHYT B XOJ€ 3BoytonuU. Dyimep
Ha3bIBA€T WILUTIO3UIO COXPAHEHUsl YeJIOBEKa B MUPE CBOOOJIHOTO
OMOTEXHOJIOTHYECKOTO COBEPIICHCTBOBaHUS «CH3UGDOBEIM TpPY-
JIOM TpaHCTyMaHU3May, UMes B BUay paboTel ['epmana Mémiepa,
nosyuuBiiero HoOeneBcKyro MpeMHio 3a OTKPBITUE T'€HETHYe-
CKUX MYTallMi TOJ BO3JIEUCTBHEM PEHTIC€HOBCKOTO OOJIYy4YEHUS,
MHOTHE U3 KOTOPBIX OBLITM CMEPTENbHBI JIJIsl )KUBBIX OPTaHU3MOB.
Ero uzaes cocrosiia B TOM, 4TO HEOOXOJUMO COXpPaHUTHh T€HO-

dboHa, AerpaaupyIOMUA MO yAapaMu 3arpsi3HEHUsI OKpY’Karo-

155



mieu cpenbl. B citydae «yCcoBEpIIEHCTBOBAHHOW 3BOJIIOLIMNY POJIb
OKpY>Karollen cpe/ibl moJydyaT OMOTEXHOJIOTHUH.

Ecnu xe nmpuHATH, 4TO B TOATOCPOYHOU MEPCIIEKTUBE HC-
KYCCTBEHHO yCOBEPIIICHCTBOBAHHBIE OPTaHU3MbI OKaXKYTCS >KHU3-
HECIOCOOHBI U 3aMEHST €CTECTBEHHBIE, Mbl TIOJIyYUM COBEPIIICH-
HO (haHTaCTUYECKHUE BEPCUU OYyIyIIETo, I/I€ OT YeIOBEKa OCTACT-
Csl TOJIbKO (DYHKIIMSI MHTEIIEKTYJIU3UPOBAHHON OMOJIOTHYECKOMN
aIaNTaIyy 10J] KOHKPETHBIE YCIOBUS CYIIECTBOBAHMSI.

Oyniep paccMaTpPUBAET TaKyIO BEPCUIO TPAHCTYMaHU3Ma B
KOHTEKCTE abiien3Ma — Pa3HOBUIHOCTH TpaHCTyMaHHU3Ma, Halle-
JICHHOW Ha pacIIUpeHre Kpyra CBOWCTB, B3STHIX U3 JIFOO0OU (op-
MBI MaTepuH — OYyJlb TO >KMBOTHBIC WU, K MPUMEPY, IJIACTHK.
KapOoH, cWINKOH, )KUBOTHBIC, TPUCIIOCOOJICHHBIC ISl KU3HU B
IKCTPEMAIBHBIX YCIOBUSX, MOTYT CTaTh CyOCcTpaToM, Kyia Oyier
noMeInieHa pamuvoHalbHas (QyHKIUs dvenoBeka. [IpoaBrkeHue
HOBBIX ()OPM B COIIMYME CTaHET HEM3OC)KHBIM TMPUHYKICHUEM,
KOTJla BKJIIOUATCS MEXaHW3Mbl KOHKYPEHIIMHU 3a paboune MecTa,
B TO BpeMs KaK T€, KOTOpbIE OyIyT HECIOCOOHBI aalTUPOBATHCS
o HoBble (DOpMBI MOIUDUKAIIMK OHMOJIOTHYECKOTO Tela, OKa-
KYTCSl «<HEKOHKYPEHTHBIMW» WHJWBHJIAMH U OTTCCHSICMBIMH Ha
000unHYy colnuanbHOM XKu3HU. KpoMe Toro, abinensm, 1o MHEHUIO
®dymiepa, OTIMYHO COTJIACOBBIBAETCA C MJCEH ajanTaliy K Mpu-

POAHBIM YCIIOBUSAM, HAIIPUMEP, K KIMMATHYCCKUM HN3MCHCHUAM,
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MO3TOMY MOMHUMO COLMAJIBHOW aJanTaliy COBEPIICHCTBOBAHUE
YeJI0BeKa CTaHET 00s3aTeNbHBIM YCIOBUEM BbKUBAHUS.

TexHoJIOTUU TIepecTpauBalOT MEAMIIMHY B TOM YHUCIE U
Mo/ JIaBJICHMEM OOIIeCTBAa M YEJIOBEK OKAa3bIBAETCA CaM HMCTOY-
HUKOM TEXHOJIOTH3allMM CBOEr0 COOCTBEHHOTO 00pa3a KU3HHU.
BwmecTte ¢ TeM uHTEpeCHO OTMETHUTH U TOT ()aKT, YTO YEIOBEK OC-
TAeTCsl TOJHOCTBHIO 3aKPBITHIM, HE TTO3HABAEMBIM B CBOEH 11€JI0-
cTHOCTH (DEHOMEHOM, €CJIM €r0 paccMaTpuBaTh par excellence, u
BCE TaK K€ MPOTHUBONOCTABISETCS TEXHOJIOTHSIM, AK€ MaKCH-
MaJibHO CONMXAasiCh C HUMM.

JIx. Xappuc NpoOBOJUT Pa3ACICHUE MEXKIY YEIOBEUECKUM
MHUPOM U MHUPOM HCKYCCTBEHHOI'0 WHTEJUICKTa depe3 (peHomeH
OOIIIHOCTH YEJIOBEUECKOTO OIbITa, B OCHOBE KOTOPOTO JIEKHUT
CIIOCOOHOCTh 4YeNloBeKa K 3MmaThH. B kadecTBe mpumepa Cro-
COOHOCTH YeJIOBeKa K COMNEPEeKUBAHUIO, WIIM, KaK ATO OINpees-
et JIx. Xappuc, «cunapoma llleinoka», MpUBOAUTCA CLIEHA U3
«Benenmanckoro kynua» . LHeKCHI/Ipal 18,

«Pa3Be He Ta ke camas NUIlla TUTAET €ro, HE TO K€ OpYy-
KUE PAHUT €ro, He T€ K€ OOJIE3HH MOPAXKAIOT €ro, He Te Ke

cpeacTBa Ji€dar €ro, HE TaK XKC 3HOOHT 3UMa, HC TaK KC I'PECT

"L awrence D. R., Palacios-Gonzalez C., Harris J. Artificial Intelligence.
The Shylock Syndrome // Cambridge Quarterly of Healthcare Ethics. 2016,
Ne 25, P. 250-261; Harris J. How To Be Good. The possibility Of Moral
Enhancement. Oxford, 2016.
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JeTo, 4yTo U XpuctuanuHa? Korma Hac KOMIOT, pa3Be U3 Hac HE
teueT KpoBb? Kornma Hac mekouyT, pa3se Mbl He cMeemca? Koraa
HAcC OTPAaBJISIIOT, pa3Be Mbl HE yMHUpaeM? A Korja Hac OCKopOs-
10T, pa3Be€ Mbl HE JIOJKHBI MCTUTH? ECIM MbI BO BCEM MOXO0XKHU Ha
Bac, TO Mbl XOTUM MOXOAUTh U B 3TOM. Eciu eBpeit ockopOUT
XPUCTUAHWUHA, YTO BHYILIAET TOMY €r0 XPUCTUAHCKOE CMUpPEHUE?
Mecth! A ecnu XpUCTHAHUH OCKOPOUT €Bpes, KaKOBO JOJKHO
OBITh €r0 TEpHEHUE MO XpUcTUaHCKomy npumepy? Toxe mecTs!
['HyCHOCTB, KOTOPOW Bbl MEHsI YUMTE, 51 ITIOKaXy BaMm Ha aene. U
YK MOBEpBTE, 51 IPEB30H Ty cBOMX yunTeneit!y' ',

OONIHOCTH YEJIOBEUECKOTO OMBITA SBJISIETCS, C OJHOU CTO-
POHBI, HEKOHLENTYaJIu3UPyeMONH COBOKYIHOCTBIO MPOSIBICHUN
YEJI0OBEUCCKON IEATCIbHOCTH, MMEIOIIECH CXOMHBIM HCTOUYHUK —
HBOJIIOLIMIO YEJIOBEKA O HBIHEIIHETO cocTosiHus. OqHaKko, ¢ Apy-
roil CTOPOHBI, STOT OMBIT B CBOCM COBOKYITHOCTH SIBJISIETCS «HE-
0BOCHOBAHHBIM 3HAHHEM» Butrenmreiina, uam, Kak ckazai
o1 @. Oykysama, pakTopoMm X, ONpeesIONUM KOMIUIEKC 0CO-
OeHHOCTEM, 0€3 KOTOPBIX YEJIOBEK MOTEPSIET CBOE HenepeaaBae-

MOC OTJIMYHC OT BCECX APYI'HX JKUBBIX OPTaHHU3MOB.

"1lexcrmp B. Benermanckuii kyrerr, AKT 3, cuena 1 / U36paHubie mpo-
usBenenus. [lepesog U. b. Manaensmrama / TUXJL, M.-J1., 1950.
""Harris J. How To Be Good. The possibility Of Moral Enhancement. Ox-
ford, 2016. P. 180.
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Takoke 3TOT ONBIT MOXKHO 0003HAYUThH KaK MCTOUYHUK IPaB
YeJI0BEKa, O KOTOPBIX 3asBIISET CaM YEJIOBEK, K KakoMy Obl HapO-
Ny WIA KaKOM HAllMOHAJbHOCTU OH HU MpHUHaJIeKasl. MalimH-
HBII OIBIT, UICKYCCTBEHHBI MHTEIUICKT, MOXKET UMUTHUPOBATh U
SMYJIMPOBATH YETOBEKA, HO OCTAETCS Ty AHTPOIIOMOpdH3My !
KaK MCTOYHUKY IeJiel, OOBEANHSIIONUX MPEkKIE BCEro JHoJeH
THOOBIX pac U HAlIMOHATBHOCTEH.

HecMoTpst Ha TO YTO COBOKYITHOCTH OMBITA, (hOpMUPYIO-
1asi YeJIOBEKa, He MOXKET ObITh KOHIIENTYaTU3UpPOBaHA U TIPE-
cTaBlieHa B (hopMaIbHOM BUJE — Kak (uiiocodckas ujes, aHTpo-
TOJIOTHYECKOe ©MHCTBO, HIIM B3aHMHOCTB >, MOAPa3yMeBacT
OOIIIHOCTh YEJIOBEUECKOTO TMEPEeKUBAHUS. ITO BBIpAkKaeTCs B
TOM, UTO, IPUHKUMAS PEIICHHUS, YEJIOBEK, B OTJIMUYUE OT MAIIIUHBI,
NPUHUMAET BO BHUMAHUE HE TOJBKO «3HAI0, KaK» U «3Hal0, 4YTO»,
HO TAaKKe M «3HAI0, IOUEMY» M «3HAI0, KAK 3TO OLIYIIAeTcs .

OTHn MMPCAIIOCBhUIKHY, YHUBCPCAJIIbHBIC IJIsI BCCX JHOI[Cﬁ, JCXKAaT B

OCHOBAHHH CCTCCTBCHHBIX ITpaB YCJIOBCKA.

12! Bostrom N. Superintelligence. Paths, Dangers, Strategies. Oxford: 2014.

P. 107.

'22 Harris J. How To Be Good. The possibility Of Moral Enhancement. Ox-
ford, 2016 P. 181.

'3 Tam xe. C. 183.
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4.3 ®eHoMeH OMOMICHTHYHOCTH M OMOITHKA

Ornpenenenrue OMOAITUKH KaK PEJIEBAHTHOTO KOHceHcyca124
CIIOCOOCTBOBAJIO YKPEIUICHUIO cTaTyca MH(OPMUPOBAHHOIO CO-
racusi. brosTuka oO0beIuHMIIA 1Ba BaKHBIX MPUHITUIA — OJ1aro-
JeSTHUsL 1 HEHAHECEHUs BpeJla, — TPAJAUIIMOHHBIX JIJI MEIUIINH-
CKOW ATHKH aBTOHOMHH W CIIPABEJIUBOCTH, ACCOIIMUPYIOIINXCS
C MPaBOM MW TPaXIAaHCKUMHU cBoOomgamu. Mexay TeM CTpeMH-
TEJIbHOE Pa3BUTUE TEXHOHAYKHU, OPUEHTHPOBAHHON HAa TIPHUKIAJ-
HBIC perieHus B OnoMenunuae, (GOPMHUPYET HOBBIC YCIOBHS IS
MPUMEHEHUST TTPUHITUTIOB OMOATUKH B CHITy OMOTEXHOJIOTH3AIIUN
COIMAJIBHOTO MPOCTpaHCTBa. UeoBEeK OKa3bIBaeTCS B MUPE, T
MOJAJIBHBIN TJIaroi «MOYKET» CTAHOBHTCS KJIFOYEBBIM IPHU OIH-
CaHWU HOBBIX SIBIICHUNM — OMOOAHKOB, MEPCOHAIU3UPOBAHHOU
MEUITUHBI, TEXHOJIOTHH PETaKTUPOBAHUS T€HOMA, HEHPOTEXHO-
noruii. PemaktupoBanue reHOMa «MOXET» TTOMOYb BEUICUNUTDH Ha-
CIICICTBCHHBIC 3a00JICBaHUs, TEPCOHATM3UPOBAHHAS MEIUITMHA
«MOYXET» CO3/1aBaTh JCKAPCTBEHHBIE TIPEeMapaThl 0T KOHKPETHO-
ro TMalKeHTa, HEUPOTEXHOJOTUU «MOTYT» PEIIUTh MPOOIEMBI,
CBSI3aHHBIC C MMOBEJICHYCCKUMH OTKJIOHCHHSIMH. Tak, BooOpake-
HUE CTAHOBUTCS BAXXHBIM DJIEMEHTOM COIIMOTYMAaHHTAPHOTO BOC-

IIPUATHUS HAYKHU.

124
Tumenko I1. /I. dunocodus u Ouostuka B TBOpuectBe bopuca ['purops-

esuya [QOnuua // buostuka. 2017. Ne 2. C. 11.
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B KOHType TeXHOHAayKH, B KOTOPOM MPOUCXOJIUT Pa3BUTHE
OMOTEXHOJIOTHM, BOOOpaKE€HNE HE TOIbKO CTAHOBUTCS UCTOYHU-
KOM COIMAJIbHOW JIOSUIBHOCTH JIJIsl TEXHOJIOTMH, HO U CTOJb KE
OBICTPO 00OpPAYMBAETCS MACCOBBIM OTTOPKEHUEM M OIACCHHEM,
B OCOOCHHOCTH HOBBIX OMOTexHOJOrui. [IprunHa 3TOr0 Kpoercs
B HETOTOBHOCTH OOIIECTBA M YUEHBIX K BOCIIPUATHUIO aBTOHOMUU
KaK B&KHOW MPOIEAYPHOIl YACTH TEXHOHAYKH ~, C OJHOH CTO-
POHBI, U KOMMEPUYECKON aKTHUBHOCTH, SKCILTyaTUPYIOIIEH BOOO-
pakeHue IS TPOJBUKEHUST OMOMEIUITMHCKUX TEXHOJIOTHI B Ka-
YECTBE MAaCCOBOr0 MpOJAyKTa MoTpedsienusi, — ¢ apyrou. Ilox
BO3JICMCTBUEM MYyOJUYHBIX JAUCKYPCOB, UAYIIMX M3 Meaua, 00-
HIeHUs, MyOJUYHOTO OOCYXKIEHUSI OMOTEXHOJIOTMYECKUX HHHO-
BallMii, YEJOBEK MEHSET CIOCO0 MpEeACTaBICHUS caMOro cels u
HAaYMHAET BOCIPUHHUMATHh CBOE OHMOJOTUYECKOE HACJIeaHne Kak
00BbeKT, popMUpYIOMIHI ero UAeHTUYHOCTh. COOTBETCTBEHHO OH
KEJAeT HE TOJBKO YJIYUYIIUTh CBOIO OMOMIAEHTUYHOCTh, HO U 3a-
IUTUTh ee. HOBBIN THI OMOATHYECKOW amopuM — COIUATILHOMN
UJIEHTUYHOCTH, Bce Oojiee paccMaTpuBaeMON Kak OWMOUJEHTHY-
HOCTb, BO3HUKAET KaK CJIEJCTBHE TECHOTO U HEM30EKHOTO CO-

MPUKOCHOBEHUSI OOBIYHOTO YesioBeKa (MpocTela) ¢ HayKou U Ha-

123 Bapxoros T. A., Anacanus K. 1O., bpeisranuna E. B., I'aBpuiienko C.

M., PeixoB A. JI., [lIkomoBa E. M. TexHoHnayka u 3toc yueHoro: KoHTypsl
ITUKU OMOOAHKUHTA TJIa3aMH POCCUHCKOTO HAyYHOTo coolIiecTBa (Tio pe-
3yJIbTaTaM ONpPOca CIEUATUCTOB B 00J1aCTH OMOMEIUIIMHBI U CMEKHBIX
BunoB aesreapHoctu // [IPAEHMA. 2018, Ne 4. C. 61-83.
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YYHBIMU TMpaKkTUKaMH. [[axke eCliM TeHEeTHUYECKUE TECThl HE I0-
3BOJISIFOT YCTAHOBUTHh HEKOE «T€HETHYECKOE SAPO0» HAIMOHANb-
HOCTH, B JIOOOM Cilyyae COIMaJIbHbI MHTEPEC K M€HETHUYECKOM
OMOMEHTUYHOCTHU coxpaHsIeTcsI]26 KaK Bepa B OMOJIOTU3UPOBAH-
HBIE OCHOBBI, HA KOTOPBIX, KAK MHOTHUE CErOJHSI CKJIOHHBI TOJa-
rath, CTOUT OOIIECTBO.

TexHoHayka, cO CBOEH CTOPOHBI BBICTYMasi Kak Haubosee
ABTOPUTETHBIM MCTOYHHUK IPEICTABICHUN O PEATBbHOCTH, MPE-
JaraeT oOIecTBy OMOMEIUITMHCKUE WHHOBAIIUH, PEMPOITYKTHB-
HBIE U TEPAINeBTUUYECKHE, KOTOPbIE OJHOBPEMEHHO CO3/IAIOT CO-
HAAIBHBIE YKJIAJbl, CBSI3aHHBIC C IOSBJIECHUEM TEXHOJIOTHN U
pa3pyliatoT yxXe CJIOXKHUBIIUECS TPaAUIUOHHBIE COLMAIbHbBIC
LIEHHOCTHBIE MTOPSJIKH.

Korga TexHoHayka ¢ MOMONIBbI0 TEXHOJIOTHUH BTOPTAETCS B
CJIOKMBIITUECS CUMBOJIMYECKU-MAaTEpHATbHBIC YKIIaIbl 00IIeCTBA
(Hanpumep, depe3 NUQPOBbIC TEXHOJIOTHH MEHSS IIPOIECC OKa-
3aHUS MEIMUIIMHCKOM MMOMOIIM), OTBEpras WM MpeoOpa3oBbIBas
MX, OHA HE TAPAHTUPYET KOHTPOJIUPYEMOCTh 3TUX YPOBHEN Uepe3

TO, 4YTO O6€IH3€TCH KaK pe3ylibTaT TCXHOHAYYHBIX HWHTCPBCH-

'2°Have we seen the geneticisation of society? Expectations and evidence /

Weiner K., Martin P., Richards M., Tutton R. // Sociology of health & ill-
ness. 2017. Vol. 39. Ne 7. P. 1-16.
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<127
00507 N TexHonorum He IMPOCTO MCHAIOT COLHAJIBHBIC YKJIAIbl B

00I1IeCTBE: OHU TaK OBICTPO PA3BUBAIOTCS, UTO OJHA BOJHA TEX-
HOJIOTH MOXET OTpHIaTh Apyryro. [Ipu 3TOM mo3HaBaTenbHOE
KaueCTBO «TEXHOHAYUYHBIX OOenanuii» Oyaymux OJyiar Toe cTa-
HOBUTCS TOJBMKHBIM, 1 HET YBEPEHHOCTH B TOM, OKQXKYTCS JIN
9TU OOeNIaHus JIOKHBIMH WJIM UCTUHHBIMHU. BuosTuka, SBISISCH
aJanTHUBHON IICHHOCTHOW CHUCTEMOU peryJMpoBaHUS OHMOMEIH-
IIUHBI, HE TOJBKO MEPEOTKPHIBAET YETIOBEKA KaK aKTOpa B CHCTE-
Me «OMOTEeXHOHAYYHBIX OOCIIaHu», HO U CO3/J]aeT CETh JUCKYP-
CUBHBIX MOAXO0B, ONPEICTSIONNX YEJIOBEKAa U €r0 aBTOHOMHMIO
Kak o0yrazarensi COOCTBEHHOTO TEHETHUECKOTO U COIMOKYJIIBTYP-
HOTO OITBITA.

['eHeTHUECKHE TEXHOJOTHH, OJHU W3 CaMbBIX OBICTpOpa3-
BUBAIOIINXCS HAMpaBIEHUNA OMOMEIUIIMHBI, CTIOCOOHBI MOIAHSITH
IIETYI0 BOJIHY COITMAIBHBIX MPOTHBOPCUHMA, OJHAKO UX IKCIEPT-
Hasl OIEHKA, €CJIM IKCIEPT OTKA3bIBACTCS OT OTMOPHI HAa KIIACCH-
YECKHUE TMPUHIUIBI (HApUMEpP, MPUHIUIBI OWO3THKH), CTaHO-
BUTCSI HEMPOCTOM 3a/aueil. CTpEMUTENBHOE YCTapEBAHUE MPUH-
IIUTIATUCTCKON CUCTEMBI OIEHKH PUCKOB, BOCTIPUHUMAEMBIX CE-

T'OAHSA B KaQUCCTBC (baKTOPOB, CACPIKUBAIOIINX PA3BUTHC onoTex-

'’Rommetveit K., Wynne B. Technoscience, imagined publics and public

imaginations // Public understanding of science. 2017. Vol. 26. Ne 2. P. 133-
147.
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HOJIOTHUH, CBSI3aHO C KJIIFOUEBOM POJIBIO COLIMYMa, BKIIFOYEHHOI'O B
KOHTYp TEXHOHAYKH U 3aMHTEPECOBAHHOTO B €€ MPOCKTAX.

Bnenrne posib MOpanbHO MPU3HAHHBIX HOPM OcTaeTcst 00-
nee yeM 3HauuTenbHou. b. I'. FOnuH otmedaeT, 4To «pu npoBe-
JIEHUU OMOMEIUIIMHCKOTO MCCIIEIOBAHUS, TOYHEE, MPU €ro Iuia-
HUPOBAHUM, JAKE MPU BBHIPAOOTKE €ro 3ambiciia, OO0IIel HaeH,
HCCIIeIOBATEI0 HEOOXOAMMO MMETh B BHUJIY, YTO BO3MOKHOCTH
MPaKTUYECKOM peanu3aluy MOJYYUT HE BCSIKUN 3aMbIcer, Oyib
OH Jake Oe3ynpeyeH B TEOPETUIECKOM, TEXHUUYECKOM U METOJI0-
JOru4ecKoM OTHomeHnH. HeoOxoaumo eme, 4ToObl ATOT 3aMBbl-
CeJl BIIMCHIBAJICA B PAMKH, 33/1aBAEMbIE CYIIECTBYIOIIUMH IPE.I-
CTaBJICHUSIMA O MOPAJbHOM JIOMYCTUMOCTH TE€X WJIM UHBIX BO3-
JICUCTBUI Ha HCHBITyCMOFO»le. Ho npoGnema mopanbHOM 10-
IyCTUMOCTH HCCIIEJOBAHUM AKTyaJIU3UPYETCsl BCAKUM pa3, Kak
MOSIBJIIFOTCS. OMOTEXHOJIOTHH, CIIOCOOHBIE U3MEHSITh CUMBOJINYE-
CKH-MaTepHualbHbIE YPOBHH OOIIECTBA.

buonoruzanusi obimecTBa U CONMAIBHBIX (PEHOMEHOB Be-
JEeT K COIMOTYMAaHUTApPHOW KOHIENTyaTu3aluu OMOUIEHTUYHO-

129
CTH N HCPCAKO CBOAUTCA K PCHCIIIUHU I'CHCTHYCCKOI'O 3HAHHA

28101 B. . O6 sroce TexHoHayku // @unocodckue Hayku. 2010. Ne 12.
C. 65.

2The fluidity of biosocial identity and the effects of place, space, and time
/ Wiese D., Escobar J. R., Hsu Y., Kulathinal R., Hayes-Conroy A. // Social
science & medicine. 2018, Vol. 198. P. 46-52.
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KaK YHHBEpCAJIbHOTrO (pOpMOOOpa3yIOLIETro JIEMEHTa HE TOJIBKO
B MEJIMIIMHCKOI IPAKTHKeE, HO U B COLMANLHOM cpene’ .

B cBsi3u ¢ 3TUM cO3/1aHHE T€HETUYECKUX MAacClOpPTOB, CHC-
TE€M HallMOHAJIBHBIX OMOOAHKOB, PENAKTHPOBAHWE TeHOMA s
JIeYeHHs] HacllelyeMbIX 3a00J€BaHUN CTAHOBSATCA TOYKAMU, T'J€
UJEHTUYHOCTD YeJoBeKa npuoOpeTaeT dbopmy
(Ono)uneHTHYHOCTH. BO3HUKAIOT yCIOBUS 1711 KOH(MIUKTA MEXK-
Iy YCIIOBHOM HOPMAaJIbHOCTBIO OHMOJIOTMYECKUX MPOIIECCOB, MPO-
TEKallux 0e3 BMEINIaTeIbCTBA B I€HOM, M KOHTPHOPMAaJIbHO-
CTBIO, CBSI3aHHOM C BEPOSTHBIMU, HEMPEACKAa3yEMbIMU U, UTO HE
MEHEE BA)KHO, 3THYECKH JIBOWCTBEHHBIMH IOCIEACTBUSMU HC-
CJIEIOBaHUN U BMEIIATEIHCTB B FTEHOM UYEJIOBEKA.

Tak, o mpobseMe peaaKkTUpPOBaHUSI T€HOMa MOXHO TOBO-
PUTH B JBYX aCIEKTax: KaK O MPaKTHUKE, PETYIUPYEMOH y¥Ke Cy-
MIECTBYIONIUMH JTHUYECKUMU HWHCTPYMEHTAMH, TPUHATHIMH B
OMOMeUIIMHE U ONMHUPAIOIIUMUCS Ha OMOITHYECKHE [IEHHOCTH, U
KaK O TEXHOJOTHHU, Pa3BUTHE KOTOPOU BBISBISIET HOBBIE 0OCTOS-
TEIbCTBA U KOTOPYIO €II€ TOJBKO MPEACTOUT OCO3HATh, OOKUTH

131
" IIOMCCTHUTDH B «I'PaHUIBI YCJIOBCUYCCKOI'O CYMCCTBOBAHUA) .

P"Have we seen the geneticisation of society? Expectations and evidence /

Weiner K., Martin P., Richards M., Tutton R. // Sociology of health & ill-
ness. 2017. Vol. 39. Ne 7. P. 1-16.

B0 u B.I'. MecTo aHTpomonornyecknx mpodneM B 6rostuke // PaGoune
teTpaau 1o 6uostuke. 2006. Ne 1. C. 3-8.
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OCOOEHHOCThIO TEHOTEPAIIMU SIBJISETCS BBICOKAS CTEICHb
OIIMOKY TIPY TIPOBEACHUN TEHETUYCCKUX MAHUITYJISAIUN B CHITY He-
COBEPILICHCTBA TEXHOJIOTUM M OTPAHWYEHHOCTH 3HAHUKA O KOM-
TUIGKCHOM BITUSTHUM T€HOB Ha (DEHOTHII, a TAK)KE BBICOKAsT BEPOST-
HOCTb BO3HHMKHOBEHHMSI OHKOJIOTMUECKHX MporeccoB. CII0XHOCTh
OOBSICHEHHSI TEHETUYECKHX TPOIIECCOB 3aTPYAHSAET TOTyUYCHHE
TOJTHHHOTO HH(GOPMUPOBAHHOTO COTIACHS OT HAIJHEHTa >, DTO B
3HAYUTENBHON CTENEHH YCIOXKHSET MPOLECC MPOBEACHUS UCCIIE0-
BaHUi, CBA3aHHBIX C TEHOTEPAIMEH, a TAKXKE JIeNaeT allbTePHATHBBI
TeHOTepanuu 00jiee BEPOSTHHIMU (XMMHUOTEpAIHs pacCMaTprUBaeT-
csl KaKk ajbTepHaTtuBa reHorepanvu, KO u nmpenMIianTalimoHHast
JMArHOCTUKA MOTYT OBITh MPEINOYTHTEIbHEE PEAAKTHPOBAHUS T'e-
HOMa »MOpuroHa). Takum 00pazoM, 6€30MacCHOCTh MOXKET paccMmar-
pHUBaThCA Kak 3Tudeckas u ¢unocodckas TOMUHAHTA HOPMATbHO-
CTH TIpU OOCYXKICHUM PEIAKTUPOBAHUS T€HOMAa M KaK OCHOBHOE
yciioBre (HOpMHUPOBaHUST KOHCEHCYCOB, CBSI3AHHBIX C JICTATU3aICH
Pa3IMYHBIX BHJIOB TCHOTCPATIHH.

[IpobGiiema 0Ge30maCHOCTH TMPOBEJCHUS MCCIICIOBAHUN Ha
TEHETUYECKUX MaTepHasiax, peAaKTUPOBaHUS U JHATHOCTUPOBA-
HUS T€HOMa ONpEACISIETCS KaK yXe CYIIECTBYIOIMIMMH M CJIO-

KUBIMUMUCA (PHIIOCOPCKUMH MOJEISIMU  PETYJIUPOBAHUS OHO-

2 Jancu D. Genomic editing — from human health to the «Perfect Child» /

Clinical ethics at the crossroads of genetic and reproductive technologies.
Hostiuc S., ed. Academic press, 2018.
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TEXHOJIOTUI, TaK U1 HOBBIMH BOIIPOCaMH, KOTOPBIE B CIOKUBILIHE-
Csl TIPENCTABIICHUS Y€ HE MOMEIIAITCS U TpeOyrT 0co0oro
BHUMAaHUA.

B nurepatype copmMupoBaiuch ABE TOUKH 3PEHUS OTHO-
CUTEJIBHO CTaTyca MUCCIAEAOBAaHUN W M3MEHEHUs T€HOMa YeJloBe-
Ka, Kaxaas U3 KOTOpPhIX (OPMUPYET CBOM THI HOPMAJIbHOCTU U
KOHTPHOPMAJIbHOCTH. BHOKOHCEpBaTHBHAS MOJENb OPUEHTUPO-
BaHa HAa MOPATOPUN T€HETHMYECKUX HCCIIECIOBAHUMN (YACTUYHBIN
WIM TIOJIHBIN), YTUIMTAPUCTCKAsh — paCCMaTPUBAET FEHETUYECKUE
UCCJIEIOBAaHUS U TEPANIEBTUYECKOE PEAAKTUPOBAHUE I'€HOMA KaK
JOIYCTUMBIE MPAKTUKU. DTU MOAXOJbl OTPAXKAIOT JBE MPHHIIM-
NUalbHbIE ATUYECKUE TOUKH 3PEHHUS, MHTEPIPETUPYIOLIUE OJIaro
0€30MacHOCTH € MPOTUBOIOJIOKHBIX CTOPOH: KaK MHTEJIEKTYa-
JTU3UPOBAHHYIO M a0COJIOTU3UPOBAHHYIO LIEHHOCTh MPHUPOABI U
NOJJICPKKY CIIOKHMBIIETOCsS €CTECTBEHHOro status quo (M, Kak
CJIE/ICTBHE, HUCIOJIb30BAHUE KOHBEHUMOHAJIBHOW MEIMIMHBI B
KpalHuX ciydasx — reHoguarioctuku 1 9KO) u kak npuymHoO-
KEHUE COLMAIBbHOrO 0Jylara ¢ MOMOUIBIO JICYEHUSI T'€HETUYECKUX
3a00JIeBaHUN HAa ypOBHE N'€HOMAa U MPOBEACHHUE COOTBETCTBYIO-

o 133
X UCCJICIOBAaHUN HA SMOpPHOHE .

$3Konpuiesa T. A., Kupunnosa A. O., Teimuk E. A., Makapos B. B., Xpo-
MoB A.B., I'ymun B. A., AGy6axupoB A. H., Peopukos /1. B., Cyxux I'. T.
D¢ dexruBnocts coznanus aenerun CCRS5delta32 metogqom CRISPR-Cas9
B SMOpHoHax 4enoBeka // BectHuk Poccuiickoro rocy 1apcTBeHHOTO MeIU-
nuHckoro yHusepcutera. 2018. Ne 4. C. 80-84.
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Ocmbiciienne mpoosieMbl O€30MAaCHOCTH PEIaKTHPOBAHMS
reHOMa CBSI3aHO C HCCIEJOBAaHUEM JABYX THUIIOB PUCKOB: 1) mpu-
MEHEHUs MEXAUCHUIUIMHAPHBIX OMO3TUYECKHX CTAaHAApTOB
OMOMEIMIIMHCKOTO BMENIATeNIbcTBA B TE€HOM MAIlMEHTOB JUIs
NPOBEICHUS TEpanuu; 2) BBISBICHUS HOBBIX (UIOCOPCKUX U
TUYECKUX PUCKOB, K KOTOPBIM MOXHO OTHECTH 3allUTy IPOILie-
Iypbl UHGOPMHUPOBAHHOIO COTJIACHUS TIPU MPOBEEHUU UCCIE0-
BaHUH C UCIIOJIb30BaHUEM OMOOAHKOB.

bruostnueckue mpuHUMIIBI Ojlara U HEHAHECEHUs Bpena,
aBTOHOMMHM, CIIPABEJJIMBOCTH M OLIEHKAa COOTHOIICHUS pHUCKa U
NOJIb3bl — KIJIFOYEBBIE PETYJIATHBBI I NPUHATHS PEIIEHUN O
NPUMEHEHUU TeHOTepanuu: 0aro JJis MalueHTa JI0JKHO HECTH
JIOKa3aHHYIO [IEHHOCTh U MPEBBIIIATh BO3MOKHbIE pUCKH. OO111€e-
IIPU3HAHHBIM HAYYHBIM KOHCEHCYC OTHOCHUTEIIBHO 3allpera pe-
JAKTUPOBAHUS 3apOJIBIIIEBON JIMHUK YeJIOBEKa B CBSI3M C PUCKA-
MM TIOCJIEICTBHI MPHMEHEHHS 3TUX TEXHOJOTHH >  OCHOBAH Ha
HEJOMYCTUMOCTH HAHECEHHUS Bpe/la KaKk KOHKPETHOMY MalueHTYy,

TaK U €0 IIOTOMKAaM.

P4CRISPR germline engineering — the community speaks / Bosley K. S.,

Botchan M., Bredenoord A. L., Carroll D., Charo R. A., Charpentier E.,
Cohen R., Corn J., Doudna J., Feng G., Greely H. T., Isasi R., Ji W., Kim J.-
S., Knoppers B., Lanphier E., Li J., Lovell-Badge R., Martin G. S., Moreno
J., Naldini L., Pera M., Perry A. C.F., Venter J. C., Zhang F., Zhou Q. // Na-
ture biotechnology. 2015. Vol. 33. Ne 5. P. 478-486.
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Mexny TeM 3THYECKHE PYKOBOJCTBA PEIAKTUPOBAHUS TIe-
HOMa OPUEHTHUPOBAHBI B MEPBYIO OUepelb Ha O€30MACHOCTh MpPaK-
TUKU U COOJIFOJIEHUE MTPUHIIMIIOB OJiara, CpaBeIJIMBOCTH, aBTOHO-
MUU U HEHAaHECEHWs BpENa MO0 OTHOUIEHWIO K MalueHry. Tak, B
CIIA nepecanka mutoxonapuanbHoit JJHK chHauana Obiia paspe-
meHa, a 3atem (B 2001 r.) 3ampemena. B BenukoOpuranum sta
ouotexHosorus Obuia Jeranu3zoBana B (espaine 2015 r. kak Tepa-
NEBTUYECKAs ITPAKTHUKA JIEYEHUs1 OECIUIOINS U TeHETUYECKUX 3a00-
JIEBAaHUW Y JKEHIIMH. B pesynpraTe 3T0M npoueaypsl pPOXKICHHbBIN
pEOCHOK MMeEET TpeX TeHETHMYECKUX pOAUTeNieH (3a1eliCTBOBAHBI
sanepHas JIHK marepu, MUTOXOHIpUANBHOE COACPKAHUE KIIETKH
KeHIMHbI-10Hopa U saepHas JJHK otua) u nmpuobperaer 1% rene-
TUYECKOTO HACJEICTBA >KCHUIMHBI-TOHOPA (Yepe3 MUTOXOHAPH-
anpHyt0 JIHK). MuHMManbHbIE pUCKM 3TOM MPOLEAYpHI HEpEeBe-
[IMBAIOT TMOTEHUHUAIbHOE OJlaro Ui MalMeHTOB (BO3MOXKHOCTb
POXKAEHUS 30POBOr0 peOeHKa), B CBSI3M C YEM TEXHOJIOTUS pac-
CMaTpUBaeTCs Kak rmpuemseMas. ITo COObITHE — IIPUMEP TOTO, KaK
BMEIIATENBCTBO B TEHOM UEJIOBEKa OOPETAET JETUTUMHOCTh Yepe3
(dbopMupoBaHHE KOHCEHCYCA B HAYYHOW M KOHKPETHOW HAIMOHAIb-
HOI TMyOIMYHOMN cpeie’” OTHOCHTENBHO MOTEHIMATBHBIX PHCKOB,

CBSI3aHHBIX C MCIOJIb30BaHHEM HOBOM OMOTEXHOJIOTHH.

*Dimond R. Ethics of mitochondrial gene replacement therapy // Clinical

ethics at the crossroads of genetic and reproductive technologies. Hostiuc S.,
ed. Academic press, 2018. P. 31-53.
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BTopoi#i T pUCKOB CBSI3aH C aHAJIM30M CTaryca OMOATH-
YECKUX TMPOIIETYP B HOBBIX YCIOBHUSIX MPOBEICHUS TeHETUUECKHIX
WCCJICIOBAHN, B YACTHOCTH, MPU MPOBEJACHUU HCCIEIOBAHUIN C
UCIOJIb30BaHUEM Ono0aHkoB. PacuimpenHoe mHbpOpMUpPOBaHHOE
corjlacie Ha TMPOBEIEHHE TeHETUYECKUX HCCIeAOBaHUN B OWO-
0aHKax, MO CYTH, HE SIBIISIETCA B MOJHOW Mepe MHGOPMHPOBAH-
HBIM B CHJIY TOTO, YTO IMOJO0OHBIE HCCIIEOBAaHUS MHOYKECTBCHHBI
U HE CYIIECTBYET TEXHUYECKONH BO3MOXKHOCTH TMOIy4daTh HHGOP-
MHUPOBAHHOE COTJIaCHe IS KaXKIOTO HMCCIEIOBAHMS OTIEIBHO.
HNudopMupoBaHHOE coriacue, Kak MpaBUIIo, JAeTCs OJUH pa3, HO
TIPH 3TOM OHO JIETHTHMU3UPYET MHOKECTBO HCCIICIOBAHHIL ..

OObryHOE HWHPOPMHUPOBAHHOE COTJIACHE YKa3blBaeT Ha
KOHKPETHBbIE (DU3UUYECKUE PUCKHU OINPEJEIECHHOI0 OMOMEIUINH-
CKOT'O HMCCJIEIOBAHUSA, B TO BpeMs KaK pacHIMpEeHHOE UH(POPMU-
POBaHHOE COTJIACHE — 3TO TapaHTHUs aJIMUHUCTpanuud OMoOaHKa
coOJI0/1aTh IIEHHOCTHBIE W ATUYECKUE MPUOPHUTETH TOHOPOB. K
IIEHHOCTHBIM TIPUOPHUTETAM, HAlpHUMEpP, MOXET OBITh OTHECEHO
00513aTeTLCTBO HE HCIONB30BaTh OMOMaTepuaibl ISl TPOBEIC-
HUS MCCIIeIOBaHUN B BOCHHOU cdepe. B aTom ciyuae Onobank

HE MMEET MpaBa NpeIOCTaBIsATh CBOU 0a3bl JAHHBIX JINOO 00s3aH

1% Broad consent for biobanks is best — provided it is also deep / Mikkelsen

R. B., Gjerris M., Waldemar G., Sandege P. // BMC medical ethics. 2019.
Vol. 20. Ne 1. P. 1-12.
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UH(OPMHUPOBATH JTOHOPOB O BBI3BIBAIOIINX COMHEHHUS HCCIEI0-
BaHUSX U 3aMpaIiuBaTh y HAX JOMOJTHUTEIBHOE OJI00pECHHE.
Takum 0Opazom, 6M0OAHKU TIPEICTABISIOT KOJIJICKTUBHBIC
COIMAJIbHBIE IIEHHOCTH, IITMPOKHIA COIMAJIbHBIN KOHCEHCYC U MO-
T'YT BIUATH Ha HANPABJIICHHE T€HETUYCCKUX HMCCICTOBAHUHN (KO-
HEYHO, MPU YCJIOBUU UX KOPPEKTHOM pemyTtaiuu). B HekoTtopom
CMBICIIE OMOOAHKH, TIIATEILHO BBITOIHSIONIUE YCIOBHUS ITOTY-
YEeHHBIX WH(OOPMHUPOBAHHBIX COTJIACHHA, CTAaHYT HMCTOYHUKOM
dbopMHUpOBaHUs KOHCEHCYCa W MOJJEP>KaHUs JETUTUMHOCTHU Te-

HETUYECKUX MCCIICTOBAHUM.

BbIBOABI

Peakryanuzamuss OMOITUKH B HOBBIX KOHTEKCTaxX OHMOTEX-
HOHAYKH TIPOUCXOJUT B PaMKax TEPEOCMBICIICHUS KOHKPETHBIX
PHCKOB IS KWU3HU WM 370POBbS KaK PHUCKOB, CBS3aHHBIX C BOC-
npUATHEM OHOUACHTUYHOCTH. ONBIT PETaKTUPOBAHMS T€HOMA
CTaBUT MPOOJIEMBI, KOTOPBIC BBIXOMAT 3a TIPEACIbI TPATUITTOHHO-
ro TOHUMaHUsI IIEHHOCTH JKM3HU KaK CAMOIICHHOCTH (JIAaHHOTO Ha
s3pIKe  (pUIT0cOPHM, KyJIbTypbl U PEIIMTHN), M TOKa3bIBaeT, YTO
COIMAJIbHOE W OMoJoTHYecKoe (GOPMHUPYIOT OUOUICHTUIHOCTD,
BBIPQKAIOIIYIOCS B MEPETEKAaHUU COITMATIBLHOTO B OMOJIOTHYECKOE

1 OMOJIOTMYECKOTO B COLIMAJIBHOC. ABTOHOMUSI CTAaHOBHUTCS TOUY-
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KOH mepexoja COlHallbHO-IEPCOHAIBLHOIO B OMOJIOTHYECKOE JIH-
60, HAIIPOTHB, Yepe3 OrpaHHYEHHEe KOMIICTEHTHOI aBTOHOMHH "~ ,
OMOJOTNYECKU-HOPMATHUBHOI'O B IEPCOHAIBHOE.

B cBs3M ¢ 3TUM clefyeT MOMHUTb, YTO, XOTS HCCIE0Ba-
HUS B 00JIaCTH PEAAKTUPOBAHUSI TEHOMA CErOJIHsI BOCTPEOOBaHBI,
OHM BBI3BIBAIOT 3HAUWTENbHBbIE omaceHus. VX Hopmanuzanus,
ajanTtaius B 001eCTBE BO3MOXKHBI TP JTOCTUKEHUU KOHCEHCYyCa
KaK B Hay4HOH cpeJe, Tak U B OmostuyeckoM coodmecte. Dop-
CHUPOBAHUE JOCTUKEHUS KOHCEHCYCa BEJET K BOCIPUATHIO T'eHE-
TUYECKUX HCCIIEIOBAaHUN KaK (paKTOpa KOHTPHOPMAJIHOCTH, KO-
TOPBIif CIIEAYeT OrpaHUIUBATE - .

JlocTukeHHe KOHCEHCyCa, KaK TOKa3bIBaeT IpaKTHKa,
OCYLIECTBJISIETCS B pE3yJibTaTe B3aMMOJCICTBUS OOIIecTBa U
HayKH C UCIOJIb30BAHUEM METOAO0JIOTMYECKOIO U apryMEHTATHB-
HOTO 5I3bIKa OMOATHKU. [TyONMYHOCTD U yBa)K€HHE MEPCOHATILHON
aBTOHOMUU B paMKax MOHSITHOTO W COIMAJIBHO MPO3PAvYHOTO
TUYECKOr0 au3aiiHa pellaKTUPOBAHUS U MCCIEJIOBAHMS TeHOMa

KpailHEe Ba)KHbI HE TOJBKO ISl Pa3BUTHUS OMOTEXHOJIOTHYECKON

UHQPACTPYKTYPBI TEHETHUECKUX UCCIIEI0OBAHUM, HO U JIJISl TIOHU-

7 Lewis J. Autonomy and the limits of cognitive enhancement // Bioethics.

2020. OnlineFirst. DOI: https://doi.org/10.1111/bioe.12791

1% Castro R. J. Mitochondrial replacement therapy: The UK and US regula-
tory landscapes // Journal of law and the biosciences. 2016. Vol. 3. Ne 3. P.
726-735. P. 730.
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MaHHsg TOro, KaKk I'CHCTHYCCKHC TCXHOJIOTHH BOSﬂCﬁCTBYIOT Ha

CONMAJIBHYIO U 6I/IOJ'IOFI/I‘IGCKYIO HNICHTUYHOCTD.
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I'naBa S. BUOKYJIbTYpHAs TEOPUA U B3AUMOCBA3b

OMO0JIOrHYECKOro U CONUOTYMAHUTAPHOI'0 3HAHUSA

[lepexon OT HEPETYIATUBHOTO MIOHUMAHUS MIPUPOJIBI K pe-
TYJSTUBHBIM KOHIEHIMSAM pPa3BUTHs 4YeIOBEKa — OJWH M3 IICH-
TPaJbHBIX (QUIOCOPCKUX U COLMOTYMAaHUTAPHBIX BOIIPOCOB pa3-
BUTUA OuoTexHosoruil. B Teopun ¢unocopun OGuoMenuunHbI
o0Cy’XJIeHIE pPeJaKTUPOBAHNUS YEIOBEKAa CTPOUTCS Ha OCHOBAHUU
MOJICTMPOBAHUS POOJIEMHBIX MOAXOJ0B C MOMOUIbIO MPHUHIIM-
OB OMO3TUKHU U (PUIOCOPCKON ITUKH, C yUETOM (PAKTUUECKOTO
OTIbITa MPUMEHEHHUS M COLUAIBHOTO BOCHIPHUATUS OHMOMEIUIIMH-
ckux TexHonoruit. CtaTyc mpoOIEeMHBIX MOAXOJIOB 3a/1aeTCsl HE
TOJIBKO (PHIIOCOPCKOM 3TUKOM, HO U TOTOBHOCTBHIO OOIIECTBa
IPUHATH YTO-TO HOBOE Kak coOCTBeHHOe OyayIiee. B To ke Bpe-
Ms TIPUHITHE OYIyIIEro HEBO3MOXKHO 0€3 YKOPEHEHHS OyyIe-
ro B IPOIUIOM — CIIOKMBILEHCS COLIMAIbHOW KOMMYHHKAIUH,
yOexaeHni U OXUAaHuHU, JTeruTuMupyromux Oymymee. Koppe-
JSIIMST TAKUX KOHIICTIMHM, Kak ayTeHTHuYHas aBToHomus lO. Xa-
OepMaca, ¥ SKCHAHCUs yTHIMTApU3Ma B MPOOJIEMBbI PEAaKTHUPO-
BaHUS TEHOMa YEJIOBEKa, KOH(IWKT, CBS3aHHBIA C BBI3OBAMH,
TpeOYIOIMMMH KOJIJIEKTUBHOTO MOPAJIBHOTO JCHCTBUS, U PUTUI-
HOCTb TPAJUIMOHHBIX MEXaHU3MOB MOPAJIU BEAYT K IOUCKY CO-

UOOHUOIOTUYECKOTO SI3bIKA, KOTOPBIA Obl CKJIAIbIBAJICS U3 KOH-
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KYPEHTHO COCYIIECTBYIOIIMX TPAaTUIMOHHBIX U HOBBIX, OMOMH-
KEHEPHBIX, KOHIICTIIINNA Pa3BUTHS YEIOBEKA. JTOT SI3BIK HE 00s-
3aTeJIbHO JOJKEH OBITh PEAYKIIMOHUCTCKUM — €CTh MPUMEPHI KaKk
OMOMEXaHUCTUIECKOTO TOJKOBAHUS OOIIECTBA, TaK M KPUTUKU
OMOpPETyKITMOHU3MA BHYTPU TEOPETUUECKUX TMOCTPOSHUH, KOTO-
pble MOXHO 0003HAUYMUTh KaK OMOKYJIbTYPHO OPHUEHTHPOBAHHBIC
IMOJXOBI K 061116:CTBy13 2.

Bo3HuKHOBEHHE OHMOKYJIBTYpPHON TEOpPUHM KaK CBSA3U CO-
IUOKYJBTYPHOTO U OMOJIOTMYECKOTO 3HAaHUS HAleJIEHO Ha IIO-
cTpoeHue (HUIOCOPCKOro TOPU30HTA YETIOBEKA, I/IE€ TEI0, He
TOJILKO KaK (pU3MYECKasi peaibHOCTh, HO M KaK COI[MAIIbHO OpH-
CHTHPOBAHHAsI COIIMOOMOTIOTHIECKAs] UICHTHYHOCTD, OKa3bIBACT-
Csl OTKPBITHIM M TOHSATHBIM KakK Ha SI3bIKe OMOJOTHH, TaK U Ha
A3bIKE COMOTYMAHUTAPHBIX AUCLUMILINH. 3a CYET TAaKOrO PacIIu-
pEHHSI TOPH30HTA MPEACTABICHUE O YEJIOBEKE MPHOOpeTaeT He
TOJILKO HOBBIU $3BIK, HO M HEOMPEJEICHHOCTh, CTAHOBAIIYIOCS
npeaMeToM (GUIOCOPUH M ITHKH, TIOCKOJIBKY TETeph YeNIOBEK,
OCMBICJIUBAEMBIN KaK CIIOHOE TEJIO, MOJIy4aeT BapUaTUBHOCTD,
y)Xe He CTaOMIM3MPOBAHHYIO HCKIIOYUTENHHO (uiocoduend u
KyJlbTypoii. HampoTuB, conmanbHOCTh HAYWHAET WCKATh CBOH
UCTOKH B TEJIECHOCTH, IPUYEM HE 3CTETUUECKON (KakK 3TO OBLIO B

AHTUYHOM MHPE), a B HAYYHOM, CBSI3aHHOW C F€HETHUKOM, MoJe-

9Raki¢ V., Wiseman H. Different games of moral bioenhancement // Bio-
ethics. 2018. V. 32, Ne. 2. P. 103-110.
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KyJIsipHOW Owuosoruei, Helipobuosnorned u OmomenunuHou. B
pamMkax (opmupymoeicss OMOKYJIbTYpPHONH TEOPUH M OOIIECTBO,
1 OMOJIOTHSI BHOCST paBHBINA BKJIAJ B (DOPMHUPOBAHUE TTOBEIACHUS
yeloBeKa' '\ — 9Ta PABHOIGHHOCTb SIBISETCS OCHOBAHHEM JUIA
NPU3HAHUSL PA3JIMYHBIX CIIOCOOOB PEAAaKTHUPOBAHUS YEJIOBEKAa U
JIA€T OTBET HAa PUCKU TEXHOTEHHOM ITUBUITU3AIINH.

B sTOM OoTnMuMe COBpEeMEHHOI0 MOHUMAHMS YelOBEeKa OT
TE€X B3TJAJIOB, KOTOPBIX MPUAEPKUBAIUCH TPAHCTYMAHUCTHI,
CUHMTABIINE OECCMEpPTHE KIIOUEBBIM TIEPEXOJHBIM DJTAOM B
TpancopManuu yenoBeka u obmiectBa. HoBoe moHuManue ue-
JIOBEKa OCHOBBIBAETCSI HA OCMBICIICHNN (DEHOMEHA PeIaKTUPOBa-
HUS YeJIOBeKa 4Yepe3 OMOKYIbTYPHYIO TEOPUIO, KOTOpas HIIET
OTBETHI, CBSI3aHHBIE C (POPMHUPOBAHUEM COIMATBHBIX MPOIIECCOB
B OMOJIOTMM Y€JIOBEKa W HAXOJUT OTBETHI HA BBHI3OBHI M PUCKHU B
KYJBTYPHBIX MPOIECCax, CIOCOOHBIX PEAAKTUPOBATH IBOJIIOIUIO
B ’KEJIAEMOM HaITpaBJICHUH.

TpaauimoHHoe Bo3pakeHUE Ha KOHIIEIIIIUIO PeIaKTHPOBa-
HUS 4YeJIOBeKa OOBIYHO CBOJUTCS K TE3UCY 00 H3OBITOYHOCTHU
MPAKTUK HEMEIMIIMHCKOTO BMEIIATEIhCTBA. 3ajilaya MCCIeI0Ba-
HUS — T0Ka3aTh, YTO PEAAaKTHUPOBAHHE YEJIOBEKA SIBISETCS HE
CTOJIbKO TPAJUIIMOHHO MOHHUMAEMBbIM PHUCKOM, CKOJBKO TpaHC-

dbopmaimeil mpencTaBieHUs O KyJbTYPHOM M OHMOJIOTHYECKOM

'“Buchanan A., Powell R. The evolution of moral progress: A biocultural
theory. Oxford University Press, 2018. P. 38.
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ycioBuu (popMHUpOBaHMS €ro OMOUIEHTHYHOCTH. UenoBek Kak B
KyJIbType, TaK U B OMOJIOTHU PACCHITIAETCS HA MHOXKECTBO IOKa-
3areneld, KOTOpbIe MOTYT PEaIM30BBIBATHCS KaK B PaMKax Tpaau-
IIMOHHOM, TaK U B paMKaxX OMOMEIMITMHCKOH MOJIEIU Pa3BUTHS
YEJIOBEKa, a TAKXKE 332 CYET OTHOCUTEIHHOW KOPPEISIITUN OHOJI0-

TUYECKOTO U KYJIBTYPHOI'O YKJIAJ0B.

5.1. IIpeonosienne OUOpeTyKINOHN3MA

Nnes penaktupoBaHusi 4eIOBEKa BOCIPOU3BOJUTCS B Ha-
YYHOH, KyJIbTYPHOM M COLIMAIBHOW CPEAE NOCTATOYHO YacCTO, aK-
KYMYJIUPYsI CIIOPHBIEC TTOAXO/IbI, IPOUCTEKAIOIINE KaK U3 OTPaHU-
YEHHOCTU BO3MOXHOCTEW TEXHOJOTMH, TaK U HECOBEPIICHCTBA
COLIMOTYMAaHUTAPHON KOHLENTYAJIbHOW MOJEIU YJIYUIICHUS Ye-
JoBeka. MojepHUCTCKUE OMOTEXHOJIOTUYECKUE MPOEKThI MO3HU-
TUBHOW eBreHukH, ocyuiectBisiBiiuecs B CIIIA u I'epmanun B
nepBoi Mo0BUHE X X-TO BEKA, PACOBBIE HAIIMCTCKHUE TEOPUU TAK
WJIM MHA4€ CTAaBUJIM CBOEU LIEJIbIO MPHUJAHUE YEJIOBEKY OMpeie-
JICHHOM HOPMAJIBHOCTHM HA YPOBHE€ HAYYHOTO 3HAHHUS CBOETO
BpemeHUu. Heymaun mpoumoro TeM HE MEHEE BOBCE HE BIIMSIIOT

Ha COBPCMCHHBLIC TPCHAbI PCAAKTHUPOBAHHA YCIOBCKA, KOTOPLIC
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CTPOATCS BCE TAK K€ HA MOMCKE HOPMAIBHOCTH' ', HO MMEIOT B
cebe MHOM NMPUHLIMNAIUCTCKUI PEryJsTUBHBIA MexaHu3M. 3-
MEHEHHE B MMOHUMAHUU TOr0, KAK MOKHO PEJAaKTHPOBATh YEJO-
BEKa OMNpeNeNsieTcs He TOJbKO PACIIMPEHUEM HAYYHOTO TOpHU-
30HTa B IIPEJICTABIICHUAX O YEJIOBEKE U OOIIECTBE, HO U HA OCHO-
BAaHUU 3TUYECKUX U PHIOCO(PCKUX MPUHLHUIIOB, CIOKUBLINXCS B
OMOATHKE.

TpancrymanusMm kak HauOoliee 3aMETHOE TEYEHHE, IIO-
CTPOEHHOE Ha MOJJEPKKE UJIEU PEJAKTUPOBAHUS YEJIOBEKA, CBS-
3aH C pa3BUTUEM MOJAEPHUCTCKOro THUHa (PuiIocodhcKo-
aHTPOMOJOTHYECKNX OMOMENUIMHUCKUX KoHIenuuid. Kak cnen-
CTBUE YHUBEpCAJIbHOM OCHOBOM TPaHCTYMaHHUCTUYECKOW KOH-
HENUUHU SBJISIETCS CTPEMIICHHE NPOTHUBOIOCTABUThH YEIOBEKA €C-
TECTBEHHO CMEPTHOIO UCKYCCTBEHHOMY O€CCMEPTHOMY, MPH CO-
XPAHEHHH OHTOJIOTHYECKOTO «SIAPa» UeIOBEYHOCTH . Mexay
TEM CaMO CYIIECTBOBAHHME 3TOrO fAJipa KaK OHTOJOTMYECKON U
OMOJIOTUYECKON HICHTUYHOCTH, Ha KOTOPYI «HAHU3BIBAIOTCS)
pasnuyHbIe yIy4lleHHs, — OeccMepTre, UHTEIIEKT, (pu3ndyeckue
CIIOCOOHOCTH y>K€ CTaBUTCS 0]l COMHEHHE B CHUJIy BBIKJIIOUEH-

HOCTHU HO)IO6HOI>’I ApryMmecHTainum H3 JIOTUKW TCXHOHAYKH, IIO-

"IWeiner K. et al. Have we seen the geneticisation of society? Expectations

and evidence // Sociology of health & illness. 2017. V. 39. Ne. 7. P. 989-
1004.

"Onuu B.I'. V 4enoBeka GbUIO SIPO. .. HO H OHO «IIOILIBLION // YemoBex:
BbIX0J1 3a npenensl. M.: IIporpecc-Tpaaumus, 2018. C. 434.
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CTPOCHHON Ha TEXHOJIOTMYECKOM OKUJIAaHWHU, HEPEIKO OTOPBaH-
HOM OT palMOHAIBHO-(PUIOCO(DCKOTO OCMBICIEHUS «KOPHEW».
YenmoBek Bce yale pacCMaTpuUBaeTCs HE KaK MPOAYKT KyJIbTYpPbI
U COOCTBEHHBIX IMEPCOHAIBHBIX YCUIUH, BBIHECECHHBIX 3a OMOJI0-
rHYecKHe paMKH (KaKk 3TO MpOHCXomuT y Xabepmaca)'™, a kax
9acTh GHOKYIBTYPHOTO' ' COLMAIBHOTO MPOLECCa, KaK MPABHIIO,
HEPEryJUPyEMOTO U MPOCTYNAIOIIETO CKBO3b T'€HEAIOTHIO, TeHE-
TH3AIMIO KyJIBTYPHI , CBSI3AHHOTO KAK C MPOIUIBIM, TaK H C Ha-
CTOSIIITUM OHMOJIOTHYECKOW W CcoIuaibHON ucTopueit. Coruory-
MaHUTapHbIC ¥ OMOKYJILTYPHBIE CBSI3U TOBEJCHUS W OMOIOTHUHU
YeJIOBEKa OTKPBIBAIOTCS Ojarofaps T€HETHYECKUM M HEUPOTEeX-
HOJIOTHYECKUM HCCIICIOBAHUSM, HO HE CBOAATCS K OHMOJIOTHYE-
CKOMY ACCEHIIMAIN3MY, a CKOPEE YKa3bIBaIOT Ha B3AaUMHYIO KOP-
PENSIIUIO COIMANBHOTO U OMOJIOTMYECKOr0. DTO TMO3BOJISET Ha-
XOJUTh 3TH KOPPEJAINN, BOBMOXXHO, TOBOPUTH 00 MX TOYCUHOMH
WM 00SI3aTEHPHON PETYJISIINN WM OTKa3e OT KaKUX-THOO BMe-
marenbeTB. Ho Xapakrep JelcTBHS y)Ke HE UMEET 3HAUYCHHUS, TI0-
CKOJIbKY MEHSETCS caM TOPHU30HT BOCTIPUSATHS YEIIOBEKA: €CIIN

paHbIII€ YEJIOBEK MBICIHWICS 4Yepe3 KyJIbTypy (Aake B TpaHCry-

143 Gyngell Ch., Douglas Th., Savulescu J. The ethics of germline gene edit-
ing // Journal of Applied Philosophy. 2017. Vol. 34. Ne. 4. P. 508.

144 Buchanan A., Powell R. The evolution of moral progress: A biocultural
theory. — Oxford University Press, 2018. P. 187-217.

145 Weiner K. et al. Have we seen the geneticisation of society? Expecta-
tions and evidence // Sociology of health & illness. 2017, Vol. 39. Ne. 7. P.
989-1004.
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MaHHU3Me, — TEIEPb YEJTOBEK MBICIUTCS U KAK KyJIbTYPHBIN, U KaK
COIMOOMOJIOTMYECKUM Mpolece.

Takum oOpa3zom, mpobiemMa, MOCTaBIEHHAs TpPaHCTyMa-
HU3MOM, O HEOOXOIUMOCTH PEIAKTUPOBAHUS UeJIOBEKa JJis Tpe-
OJIOJICHUSI CMEPTU OKa3bIBACTCS 3HAYMTEIBHO IIMUPE U HMEET
VHYIO, HE KJIACCUYECKYIO JIOTHKY YJIYUIIEHUs] HEKOEro Craruye-
CKOT'0 OHTOJIOTMYECKOTO O0OBEKTa paju MPEOJI0JCHUS HEU30exK-
HOI OMOJIOTHYECKON cMepTu. PenakTupoBaHue 4elioBeKa MOMKHO
paccMaTpuBaTh Kak MOWCK OTBETa Ha Oojee IMIMPOKUN BOIPOC:
KaK YeJIOBEK CTAHOBUTCS CaMUM COOOM ¢ OMOJIOTHYECKON TOUKHU
3p€HM M HACKOJIBKO CBSI3aHbl COLMAIIBHOE U  TEJIECHO-
OMOJIOrMYECKOe MTPOCTPAHCTBA?

briTe 4enoBeKOM — 3TO y»K€ HEOJHOPOAHbI ()EHOMEH U
b.I'. FOaun npenmaraer paccMaTpuBaTh YeliOBEKa 4yepe3 0coObie
COCTOSIHUS Tepexoja, MOTPpaHUYHbIE 30HBL: «<...> oOpalleHue K
HAM MO3BOJISIET HaM JIy4ll€ IOHATh, YTO €CTh YEJIOBEK. Benp
MMEHHO B MpPEJEIbHBIX CUTYyAIUAX 3a4acTy0 HauboJiee OTUeTIIu-
BO MPOSIBIIAIOTCS KAKUE-TO OINPEACIISIIOIINE YEePThl UHTEPECYIO-
Imero Hac oObeKTay 0. DTH TepexoaHble MOrPAHHYHBIE COCTOS-
HUS: MEXIY KU3HBIO U CMEPTHIO, MEXIY SMOPUOHOM M POXKIe-
HHAEM, MEXKJY JKMBOTHBIM M YEJIOBEKOM, MEXIY YEJIOBEKOM M

MamuHou. HeoTHOpOTHOCTh YelloBEKa B ATUX MEPEXOAAX B TPEX

146 IOmuu B.I'. YenoBek kak 00BEKT TEXHOJIOTMUYECKUX BO3AeiicTBHH // Bo-
npocsl cormansHoi Teopun/ 2011. T. V. C. 104.
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CBOMX BapuaHTaX €CTECTBEHHA U JIMILb B OJIHOM OHA BBIXOJUT 32
npeaeNnbl MPUPOABl U CBSI3aHA C MPSIMBIM pPEJaKTUPOBAHUEM U
[EJIEBBIM U3MEHEHHEM C MOMOIIBIO «B3aUMOIIPOHUKHOBEHHUS Ye-
JIOBEKA ¥ MAIIMHBI» —. 3HAYMMOCTH UYETBEPTOH IOTPAHHYHOMN
(a3bl COCTOUT B TOM, YTO B OTJIMYUH OT TPEX MPEABIAYIINX B HEH
IPUCYTCTBYET OTpPHIIAHHWE ECTECTBEHHOTO 4Yepe3 YTBEpPXKACHUE
UCKYCCTBEHHOTO. MeXIy TeM HEHJICHTUIHOCTh YEeTBEPTON (pa3bl
KaK CMEIIEHHE MPOTHUBOIOJIOKHOTO, CBOMCTBEHHA U TPEM IIpe-
JBITYIIUM COCTOSIHUSIM, 4Ye€pe3 KOTOpPbIE MPOXOAMUT YENOBEK, C
TOW JIMIIb Pa3HUICH YTO 3TH HEUJACHTUYHOCTH CKIIAIBIBAIOTCS
0e3 yJacTusi HayKd, B TO BpeMsl KaKk HEMJCHTUYHOCTb Y€TBEPTOU
¢a3bl BOBHUKAET HAMEPEHHO U B paMKax TOTO WJIM MHOTO BHEIII-
Hero au3aiiHa. Bee nmepexoansie (a3pl — MeTadopsl, HO 3TO Me-
tadopa ¢uznyeckux mnpoueccoB: «Eciu paccMarpuBaTh Takoit
nepexo] 0e3 M3JIMIIHEH NeTalu3alliy, TaK CKas3aTb, C BBICOTHI
OTUYBETO TOJIETA, TO MBI PA3IMYUM JIHIIb HEKOTOPBI CKa4OK —
TO, UTO OBLIO KYCKOM JIbJIa, Yepe3 HEKOTOPOE BpeMs IPEBPaATHUT-
csl B onpenenéHHblii 00beM xuakocTu. Ho Oosee mpucTanbHbIN
B3IJIs1/1 IO3BOJIUT YBUIETh HEMAJIO UMHTEPECHOTO, TOTO, YTO C BE-
JTVYadIAM BHUMaHUEM M TIIATEIHHOCTHIO H3y4YaeTCsl BO MHOTHX

00J1acTsSIX €CTeCTBO3HAHUS (KOJIb CKOPO peUb UJIET O MPUPOJAHBIX

47 Tam xke. C. 116.
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sBieHIsIX)» . T10J0GHBIM 00pa30M, YENOBEK KaK KyJIbTYPHOE
I[eJI0€ B HAyKEe COBEpIIAET MEepPexo] K UYeOBEKY KaK OUOKYIb-
TYpPHOMY ITIEJIOMY, YTO MOAPa3yMEBAET CTPEMIICHUE BUICTH CJie-
JIbI COITMAIBHOTO HE TOJIBKO B KYJIBTYpe, 00pa30BaHUU M BOCIIH-
TaHUU — HO U B Onosoruu. O0CyxaaBimecs B OMOITUUECKOM JIH-
TepaType BEPOATHBIE MOCIEACTBUS TPAHCIUIAHTAIIUN TOJIOBBI 00-
HapyKuja BEpOSTHOCTh MOTEPH CBS3U S W Tena, 4TO, B 00Opat-
HOM TIOPSIJIKE, TTIOKA3bIBAET, YTO BEPOSTHO TEJIO U MEPCOHAIBHOE
S mpencraBieHbl HE TOJBKO HA YPOBHE KYJIbTYPBI, HO U OHOJIO-

149
I'nn

. HelloBek CBSI3aH HE TOJILKO KYJbTYPHBIM OIBITOM, HO U B
nporecce Xu3HU (HOpMUPYET CBOIO YHUKAIBHYIO OWOUIACHTHY-
HOCTb, KOTOpasi UHAYIUPYETCS KYJIbTYpPOH, JIOKYCOM IpPOXKHBa-
HUS, MHOKECTBOM (pU3ndecKuX (HakTOpOB, C KOTOPHIMU OH CTaJ-
KHBAETCS B MPOLIECCE JKU3HH . Y 9Ta GHOMICHTHIHOCTH MOXKET
UMeTh OOpaTHOE BIIMSIHUE HA KYJIbTYpy. TpaHCIIaHTAIMS TOJIO-
BBl — 3TO Pa3pbIB OMOMJIEHTUIHOCTH, MTOCKOIBKY MO3T OKa3bIBa-
€TCS COBMEIIEH C TEeJIOM JIOHOpa, MMEIOIIUM HHOW TPOQuiIb

OUONIECHTUYHOCTH.

“Tam xe. C. 103.

"9Suskin ZD, Giordano JJ. Body -to-head transplant; a "caputal" crime?
Examining the corpus of ethical and legal issues. Philos Ethics Humanit
Med. 2018 Jul 13;13(1):10. Doi: 10.1186/s13010-018-0063-2.

S0Wiesea D., Escobara J. R., Hsua Y., Kulathinalb R. J., Hayes-Conroya A.
The Fluidity Of Biosocial Identity And The Effects Of Place, Space, And
Time // Social Science & Medicine. 2018, V. 198. P. 46-52.
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OO6HapyxeHue CBsSI3u OMOJIOTHH M KYJIbTYPHI SIBISIETCS 3a-
METHBIM COBPEMEHHBIM COIUATIBLHBIM 3aIIPOCOM, TPEHIOM U JJaXkKe
COBPEMEHHBIM KYJIHTYpHBIM MHGOM (Hampumep, TakoB MU} O
TeHETU3aluH, MMOJJaHHBIN Yyepe3 MOMyJISIPHYI0 KYJIbTYpY), HO Yac-
TUYHO OH SIBJISIET COOOM MOMBITKY Pa30UTh CYIIECTBYIOUIYIO CY-
ry0o0 palMoHalIbHYI0 KapTHHY Ha 0ojiee CIOKHYI0 U HEOUYEeBUJI-
HYIO CUCTEMY INpeAcTaBlIieHUN. Hanpumep, rnepeocmeiCieHne Mo-
pajy CBSI3aHO C JKEJIAHUEM YeJIOBEeKa MPEOJI0JIETh UHTYUTHUBHOE
OIIYIICHHE CHPABEIJIMBOCTA WM PACHIMPUTh COOCTBEHHOE
IPEICTAaBIEHUE O CaMOM ce0€e 3a CYET HAy4YHOI'O 3HaHUA. Y CHUIIe-
HUE posii pedeKkcuu, MpeBpamaieid Mopaih B KOTHUTUBHBIN
dumocodeknii korcTpyKT, A.®. Jloces'' mpeacTaBiser Kak wc-
TOpUKO-(huocodckoe IABMKEHHE YEIOBEKa OT CBEPX-ObITHUSA K
cyosektuBHOMY ObITHIO: «M ecnu miis Cpennux BekoB bor ecth
cBepx-ObIiTHE U cBepx-bakT, misa Bo3zpoxaeHuss OH €CTh TOJIBKO
daxkr, st [IpocBemenus — ycnoBHas unaes, To aist Kaara On —
HeoOxouMasi cyObekTuBHas ujaes». CyObeKTUBHAs UEs Yeso-
BEKa KaK HEOMPENENCHHbIH X, IIEJIOCTHOCTh - 3TO MPUHIIUI «Ha-
TaJbHOCTHU» KaK HEMPUKOCHOBEHHOCTU 4elioBeKa Yy X. ApeHn u
KOMMYHUKAaTHBHAs (PYHKIMS HEU3MEHEHHOW aBToHOMHH Yy lO.

XabepMaca, elie COXpaHsIoIINe pa3InuyeHue KyJIbTypHOU U OUO-

Bl JToces A. ®. Jlnanexruxa muda. M.: Meicis, 2001. C. 261-262.
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152
. Ho Bxoxxnenue

JIOTUYECKON peaIbHOCTH, UX MapajlieIbHOCTH
HEUPOOUOJIOTMU B ATUKY MOKET MOCTaBUTh IMOJ BOMPOC Palyo-
HAJBHOCTh ATUYECKUX CYXIEHUW, a caMa HeUpoOMoJIornyeckas
pallMOHAILHOCTh JCHCTBHS HAUYMHAET paccMaTpHUBATHCS Kak
WHOOBITHE DTUKH.

Ilepexon ot menmu mpeoOpa3oBaHUs Tela K MOHUMAHHIO
OMOKYJIBTYPHOU TUaXPOHUYECKON (MCTOPUYECKON) U CUHXPOHHU-
YecKOoW (TeKymien) cuctemMbl (YHKIHMOHUPOBAHUS HE TOJIBKO
€IMHUYHOTO 4Y€JIOBEKAa, HO U €IMHUYHOIO YEJIOBEKa, CUHXPOHH-
3UPYIOIIETOCS C OOIIECTBOM, 3HAUUTEIIBHO MEHSIET TOPU3OHT I0-
HUMaHUS OMOUIECHTUYHOCTH, MOCKOJBKY TENEepb MOXKHO TOBO-
PUTH HE CTOJILKO O MPeoOpa30BaHUU MPUPOII, CKOJIBKO O HAXO-
KJECHUU CBSI3U OMOJIOTHYECKOTO U COIMAIbHOT0, OMOKYJIBTYPHOM

UCTOPUHU YEJIOBEKA KaK UCTOPUU PENaKTUPOBAHMSI, HAIMCAHHON

Ha JIBYX A3bIKAX — 3TUYCCKOM U TCIICCHOM.

5.2. BUOKYJbTYPHAsl TEOPHUsi: NPHUHIIMII

B3AaMMHOCTHU KYJbTYPbI U OHOJIOTHH

UToObI MOHSTH, KaK OMOJIOTHYECKU KYJIbTypa peAaKTHPYeT
YeJIOBEKa, MOXHO TOMBITATHCS OOHAPYKUTh TUIACTUYHOCTH, KO-

Topas Obl HaXOJWja CBOI peaM3allMi0 KaK B OMOJIOTHYECKOMH,

152 Gyngell Ch., Douglas Th., Savulescu J. The ethics of germline gene ed-

iting // Journal of Applied Philosophy, 2017. Vol. 34, Ne. 4. P. 508.
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TaKk U B KYJIbTYPHO-COI[UAJILHOIN peanbHOCTH — OOBSICHUTH B3au-
MO3aBHCUMOCTb KyJbTypbl U Ouonoruu. A. betokenen u P. Tlay-
3II1 TIpeljiaraioT OIpeneieHHe OMOKYIbTYPHOH METOJ0JIOTHH,
OMKCHIBAsl €€ KaK OMOJIOTMYECKYI0, TaK M KYJbTYpHYIO TpaHC-
dopmanmio: «Kak Ouosorusi, Tak M KyJbTypa HUMEIOT pPaBHOE
3HaYeHUe — OMMOOYHO MoJIaraTh, 4ToO JUOO MepBas JOMUHUPYET
HaJl BTOpOH, 10O, HAPOTUB, BTOpas Haja mepBoit... C ogHOM
CTOPOHBI, OMOKYJIbTYpHAasl TEOPHsI MOpaAIU HE CTpagaeT OT OHO-
JIOTHYECKOI0 PelyKIMOHU3Ma, paccMaTpUBaroLIero ¢gopmy ue-
JIOBEYECKON MOpaliv, a CIeI0BAaTEIbHO, U YCIOBHS MOPAJIBHOIO
nporpecca eIMHCTBEHHO WJIM MO KpailHE Mepe MpPEeUMYLIECTBEH-
HO C TOYKHU 3PEHMS UCKIIOUYUTEIHHO MOPAIbHOM MCUXOJIOTHH. .. C
JIPYroil CTOPOHBI, OHA U30€raeT «KyJbTypLEHTPUCTCKOrO MOIXO0-
71a», pacCMaTPUBAIOLIETO MOpallb Kak Ha0Op KyJIbTYPHBIX MHCT-
PYMEHTOB, 4bsl 3a7ja4a — IPOTUBOCTOSTh, KaK CUMTAETCS, €CTECT-
BEHHBIM CTPEMJICHHUSIM JEHCTBOBATh ATOLEHTPUYHO JIUOO amo-
panbHO» .

brrokenen u Ilaysnn mpemyiaraloT OMOKYJIBTYPHYIO TEO-
pHIO ITporpecca MOpajau B MPOTHUBOBEC OMOMENIULIMHCKON BEPCUU
TpaHchopmanuu yenoBeka. Ha Marepuane oTHOLIEHUN BHYTPU U
BOBHE COIIMAJIBHBIX TPYII JOKAa3bIBA€TCA, YTO MOPAIb MOKHO

paccMaTpuBaTb HC B OTHOM MCTOAOJOTIMYCCKOM II0JIC, 4@ B IBYX —

133 Buchanan A., Powell R. The evolution of moral progress: A biocultural
theory. Oxford University Press, 2018. P. 38.
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HE TOJBKO UAXPOHUYECKH (MCTOPUYECKH), HO U CHHXPOHHO (B
HACTOSIIIIEM BpEMEHM). AHOMalMM WHKIIO3MM Kak oOpasery
KOHTPABOJIOLIMOHHOTO MOPAJIbHOTO mporpecca (B 0ObIYHOM
MPaKTUKE YEJIOBEKY CBOWCTBEHHO JICHCTBOBATh TOJBKO B MHTE-
pecax cOOCTBEHHOM TpyMIibl) OMUPAIOTCS HA UCTOPUUYECKUE MPU-
Mephl a0OJIMIIMOHU3MA, KOTJa BOTPEKU COIMAIILHOW HBOJIIOIUU
0011IeCTBEHHBIE TPYMIBI OOPOIMCH KaK 3a HHTEPECHI CBOCH COITH-
aJbHOW Cpeabl, TAK M 32 MHTEPECHl UYXKJIOW UM COLUAIBHOMN
rpynibl. JInaxpoHWYecKd TakoM MOJX0J TPYJHO OOBSICHUM, OJI-
HAKO B paMKaX CHUHXPOHUYECKOW METOJIOJOTUU OH IO3BOJISIET
pacCUUTHIBATh HA TO, YTO KYJbTypa MOXET OKa3bIBaTh CYILECT-
BEHHOE BIIMSHHME Ha OMOJIOTHIO MTOBeJeHUsl. Takum oOpas3om, pe-
JTAKTUPOBAHUE YeJIOBEKa MOXXHO YBHUJETh U 3a paMKaMu OuoMe-
JUIAHCKOTO BMEIIATENIbCTBA, KAK YaCTh €CTECTBEHHOI'O KYJIb-
TYpPHOT'O MpPOIIECcCa, CBSI3aHHOTO KaK C COLMAIbHON IKCKITIO3UEH,
TaK ¥ MUHKJIO3UEH, TIOATOMY PEIAKTUPOBAHUE MOXKET UHIYIIUPO-
BaThCs KyJIbTYpOU, HO UMEET Ouosiorundeckue nocueactaus. On-
pelereHHoe CoAepKaHUE HOPM LIMBUJIU3AINHU, JOCTUTHYTON Ye-
JIOBEKOM, CKJIQIBIBAIOCH IOJ BJIUSIHUEM HU3MEHEHHUSI T€HOB, TO
€CTh UMEET OMOXMMHUYECKYI0 HCTOpuio. BeposiTHO, omHON u3
CWJI, BIIUSFOIINX HAa TEHETUYECKUU OTOOp, ObUIM TEHBI, CBS3aH-
HBIE C COLIMAJIbHBIM ToBeneHueM. [IpuHuMas Bo BHUMaHuEe 00-

paTHOE BJIMSIHUE OUOJOTUM Ha KYJIbTYPY, MOXKHO )K€ MPEAro-
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JIOKHATh, YTO HEOOXOJMMO CIIeIHaIbHOE O0OCHOBAHHE, UYTOOBI
MPEANOYECTh MEJICHHBIC M TUIOXO IUIAHUPYEMbIe H3MEHEHUS,
JIOCTHTAaeMbIe Yepe3 00pa3oBaHUE U KYJIbTYPYy, UTHOPUPYS TPHU
TOM BO3MOYKHOCTH OHMOMEIUITMHCKOTO PEIaKTUPOBAHMS YEJIO-
Beka' . ECiH BHIOOp, OCHOBAHHBIH HA CEKCYaIbHBIX MPEIMOUTE-
HUSX, ObLJT TOMUHAHTHBIM MCTOYHUKOM W3MEHEHUH MOBEJCHUS B
IPOIIIOM, TOTJIa OTKa3 OT HEHPOOHMOJIOTMYECKOTO PeIaKTHPOBa-
HUA (HampuMeEp, pal CHUKEHHUS COLIMATbHOM arpeccuu) CBOIUT-
csl K npedepeHIusM B MOJIb3y CEKCyalbHOTO 0TOOpa U B yIiepO
HEHPOOMOIOTMYECKUM MHTEPBEHIIMSIM. MeX Ty TeM BBIOOpP MOBe-
JIEHUST — 3TO BBIOOP, KOTOPBIH B OHMOKYJIBTYPHOW MapajaurMe

MOHO CUYHTAThb HC TOJIBKO BBI60pOM KyanypHOﬁ NICHTUYHO-

CTH, HO U, OJTHOBPEMEHHO, BLIOOPOM OMOUJIEHTUYHOCTH.

5.3 Konuenuusi yBakxeHusi aBTOHOMMHU

B OMOKYJIbTYPHOH TeOpUH

[TockonbKy KyJbTYpHOE M OHMOJOTMYECKOE B KOHTp-
TPAHCTYMAHUCTUYECKOW BEPCUU OUOKYJIBTYPHOH TEOPHUH MOXKHO
CUMTATh B3aMMOCBSI3aHHBIMU TPOIIECCAMU, PEQIIEKCUS U Camo-
npeacraieHus S kak S OMOJIOrMYecKoro, MMEIOIIEro CBOK YHHU-

KaJbHOCTh U OTPEQIICKCHPOBAHHYIO OHMOMIEHTUYHOCTh, CTaHO-

54bid.
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BUTCS BIIOJIHE JOCTYIHBIM JEHCTBHEM, BO BCAKOM CIIy4ae B CO-
UOTYMAaHUTApPHOM TPOCTPAHCTBE. buosiornueckas WHTPOBEPT-
HOCTb — JJOCTYN K HH(QOPMAIMK O CBOEM I'€HOME, BO3MOKHBIX Ha-
CJIEJICTBEHHBIX 3a00JIEBaHUSIX, K pe3yJbTaTaM T€HEaTOrHueCKUX
UCCIIEIOBAaHUM — BECh CHEKTP OMOJIOTMYECKON MHPOpMALIUU — TIO-
3BOJISIET paccMaTpUBaTh YEJIOBEKY CaMoro cedsi Kak HeuTo O0oJib-
1iee, 4eM COOCTBEHHBIN MEePCOHATIBHBINA KYJIbTYPHBIA ONBIT. Yero-
BEK MOXKET YBHMJIETh, KaK OH BIUIETEH B KYJIbTYPY 4Y€peE3 IUaXpo-
HUIO COOCTBEHHOW I€HEalloTuH, BHICTPAaBAEMYIO0 BO BPEMEHHOM
IIPOLIECCE Yepe3 MECTO IIPOKUBAHUSL, PEIIUTMO3HbIE TPAIULIMU, KO-
TOPBIM CJIEOBAJIM €r0 MPEIKH, B KOHEUHOM CUETE 4epe3 CBS3bI-
BaHUE CBOMX COOCTBEHHBIX MEPCOHATBHBIX OCOOCHHOCTEH ¢ OMO-
JIOTUYECKON UcTopuer ceMbu. MOXKHO OOHApYKUTh CJebl U KOp-
peNsuM KyJIbTYPHOTO PEJAKTUPOBaHUS OMOJIOTHH MPH JIOCTYTIE K
JIOCTOBEpHON MH(pOpMALIUA O COOCTBEHHOM T'€HOME U €€ KYJIb-
TYpPHOM OCMBICJICHHH, HATIPUMEp B TEHEATOTHH .

B 5T0#i CBSI3M Ba)XHO BCIIOMHHUTBH, B UEM HUMEHHO COCTOSIIO
HOBAaTOPCTBO KJIFOUEBOTO OMOITUYECKOIO JOKyMeHTa — benb-
MOHTCKOT'O JOKJaja. /1o NmosBIEHUS MOJHOIO TEKCTa 3TOr0 JOK-
Jaja OTHOLIECHHE K TeNy INalUeHTa ONPEeAeisuIoch XeIbCUHCKON

JeKIapanueil u Oojee paHHUMH JOKyMEHTaMu (Hampumep,

>Weiner K. et al. Have we seen the geneticisation of society? Expectations

and evidence // Sociology of health & illness. 2017. V. 39, Ne. 7. P. 989-
1004.
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HropuOeprckum KoJiekcoM), TOCBSIIEHHBIMU 3allIUTe OT HaHECe-
HUs (PU3MYECKOTo Bpena Teny nanueHTa 6e3 ero cornacus. Corna-
cue OBIII0 HEOOXOAMMO ISl TOTO, YTOOBI MAIMEHT ObLT HH(OPMHU-
pPOBaH O Bpejie, KOTOPBIA MOKET HAHECTHU €ro Tely OMOMEIUIINH-
CKO€ BMEIIATENbCTBO, U, MPU TOTOBHOCTU MPHUHATH 3TU PUCKH,
NAlMEHT J1aBaJl COrJlacMe Ha BO3MOXHOCTh TaKOro Bpea IO OT-
HOIIIEHHUIO K CBOeMY Teny. buomenMimHcKoe ucciae0BaHue BIIus-
HUs curica Ha OPraHKU3M YelloBeka, mpoBoaumMoe B 1932-1972
rr. B amepukaHckoMm ropojie Tackuru (CIIIA, mrar Amadama) ¢
yuactreMm 399 adpoamepukaHIeB, IO CyTH, ObLUIO )KECTOKUM IKC-
MIEPUMEHTOM HaJl JIFOJbMH, HO (JOPMAITLHO OHO HE HAPYMIAIO CY-
IICCTBYIOIIME B TO BpeMs MpaBWIa MPOBEJCHUS HUCCIEIOBAHUMH,
MOCKOJIBKY €T0 JIU3aiiH COCTOST B HEBMEIIATEIbCTBE B TEJa Mallu-
eHTtoB. Heneuenne cuduivca mpu CymecTBOBAaHUU JIEKAPCTB, B
YaCTHOCTHU, TICHUITWJUIMHA, HE MOJPa3yMeBajo MpsSMOro ¢uszude-
CKOT'0 Bpe/ia MalKdeHTaM CO CTOPOHBI UCCIeA0BaTeNe, HO IPOUC-
TEKaJI0 U3 HEYBAKCHUHM aBTOHOMHH YYaCTHHUKOB HCCIJICIOBAaHUM,
KOTOPBIX HECKOJBKO JECATUJIETHI CHUCTEMaTUYeCKu OOMaHbIBa-
mm'"°. BeabMOHTCKMIA JOKIA[ CTal OTBETOM Ha ITOT KOHIIENTY-
TbHBIA HOPMATHUBHBINA TPOOEIT, U BBEJ MPUHITUI YBAXKEHUS aBTO-

HOMUHH — IIPU3HAHHUEC HC TOJIBKO TCJIICCHBIX, HO U MHBIX PUCKOB, KO-

'**Baker R. Before bioethics: A history of American medical ethics from the

colonial period to the bioethics revolution. Oxford University Press, 2013.
P. 287.
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TOpBIE JIOJDKHBI OBITH TMPEACTABIEHBI, Pa3bICHEHBI U OJI0OPEHBI
YYaCTHUKAMU TJIAHUPYEMOT'O UCCIIEA0BaHUSI.

JInst OMOKYNbTYpPHOM TEOpHUH, CTaBAIEW 3HAK PaBEHCTBA
MEXAy OMOJOTHEN W KyJbTYpPOHW M JIOMYCKAaoIIel B3auMo3aMe-
[ICHUE MEXaHU3MOB KYJIbTYpbl U OUOJOTUM, YBAXKEHHE ABTOHO-
MHUHM MOXKET OKa3aThbCsl BaXXHOW HOPMATHMBHOW YCTaHOBKOH. [Ipum
JOCTYTE K 3HAYUTEJIbHBIM MaccHMBaM OuoJiornyeckor mHdopma-
IIUH, CBSI3aHHOM C TIEPCOHATBLHBIMU OCOOCHHOCTSIMU MAIMeHTa, U
npu pedrIeKCMBHOM BOCHPHUITHH 3TOW MH(OpMAIUU MAIMEHTOM
onpeeNeHre TPAeKTOPUM €ro JBUXKEHHUs B oOuiecTBe, npodec-
CUH, CEMbE MPUOOPETAET HE TONHKO KyIbTYPHYIO, HO U OMOJIOTH-
yeckyto uctoputo. [lonodno Tomy, kak B Tackuru, ucciaemopare-
7Y, HEe HapyIIMB MpaBwia (GopMaabHbIE, HAPYIIUIN MOPAJIbHbIE
HOPMBI, TaK U TIPH PaCIpPOCTPaHEHUU OMOJIOTHYECKON HH(pOpMa-
MM B OOINECTBE yBa)XKEHHE aBTOHOMHHU MPHOOpETaeT 3HAUYCHHUE
nake Oosblliee, YeM TEpCOHaIbHAs TejecHas uctopus. [lemo B
TOM, 4TO, KakoW Obl 00pa3 >KM3HU HU ObLT BBIOpAaH WIIM HaBSI3aH
NAlUeHTY — €CTECTBEHHBINA, 0€3 Kakux Ju00 OMOMEAUITMHCKUX
BMEIIATEIBCTB, JIUOO C yU4E€TOM, HallpuMep, peAaKTUPOBAHUS CO-
MAaTUYECKUX KJIETOK, IPU HAJUYUU CTOJIb KOHIIEHTPUPOBAHHOTO
HAy4YHOrO 3HAHMS BCE PABHO €ro MOXHO paccMaTpPUBATh KaK pe-
NAKTUPOBAHUE YEJIOBEKA, TOMHHAHTHO-KYJIbTYPHOE, WA JTIOMU-

HAHTO-0MOME QUIIMHCKOE.
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PenaktupoBaHue 4enoBeKa SBJISIETCA HE CTOJIBKO Tpaju-
[IMOHHO MMOHUMAEMbIM PUCKOM, CKOJIbKO TpaHchopmalue ropu-
30HTA MPEACTABICHUS O YEIIOBEKE, CBSI3aHHOTO C YCTAHOBJIEHHEM
KOPPEJSIIIMKA KaK KYyJbTYPHOTO, TaK W OHOJOTHYECKOTO MyTH
dbopmupoBaHuss OMOUJIEHTUYHOCTHU. 30HBI MEpexoja U TpaHC-
dbopmaruu, mpemioxkennsie b.I'. HOnuaBIM, TakuM 00pa3zom,
MOHO pacCMaTpPUBATh KaK KOPPEIUPYIOIIUE APYT C APYTroM, IO0-
CKOJIbKY (OMO) TE€XHHKa, BIUIETAsICh B YEJIOBEKa 4epe3 aBTOHO-
MHUIO KaK CO3HATENIbHBIA BHIOOP W HHAMIMPYSICH KYJIbTYPOU U
TEXHOHAYKOM, TakKe MOoJiydyaeT ImpaBo (POpMHUpPOBATh UYEIOBEKa
HapaBHE C JIPyTMMU MPEIJI0KEHHBIMU TMEPEXOAHBIMU 30HAMHU.
Ecnu nmepBoHavalibHO TPaHCTYMaHU3M U KOHIICTIIUHN YITyYIIICHUS
YeJI0BeKa CTPOWIMCH HA MOJEPHUCTCKU MIOHUMAEeMOM OHOpETyK-
IMOHU3ME KaK (popmMe MPOTHUBOMOCTABICHUS KYJIbTYphl U OHOIO-
T'MH, TO COBPEMEHHbIE OMOKYIBTYPHBIC UCCIICIOBAHUS CTAPAIOTCS
OOHApYKUTh MPSIMYIO CBSI3b MEXKIY KYJIbTYpoll M OHOJIOTHEH.
[Ipobriema pegakTUPOBAaHUS YETIOBEKA U TEICCHBIC PUCKH, TTPEXK-
JIe BCErO CBSI3aHHbIE C 0E€30MacHOCTBIO, JOMOJIHSIOTCS Oosee
CJIOKHOM U JTMHAMUYHON MPOOJIEeMON YBa)KCHHUSI aBTOHOMUU, TI0-
CKOJIbKY HE€ TOJBKO KYJIbTypa MOXET OBITh MpEACTaBlieHa Ha
sI3bIKE OMOJIOTHH, HO M OUOJIOTHSI OKAa3bIBAETCS MOJ BO3ACHCTBHU-
€M KyJbTYPhI U MEPCOHANBHONW aBTOHOMUU. Pa3BuTue 6momenu-

OUHCKHUX TEXHOJIOT UM YIydliCHHA 4YCJIOBCKAa HAa OCHOBAHHU CO-
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MaJIbHOI0 IPU3HAHUS BMELIATEIbCTBA B TEHOM YEJIOBEKA B PaB-
HOM CTEMEeHM CBS3aHbl C MPOOJIEMON OE30MaCHOCTH ITUX TEXHO-
JIOTUHA U ¢ HEOOXOAUMOCTBIO MPHU3HAHUS AaBTOHOMUM KaK HCTOY-
HUKA, CBS3aHHOTO C JIMYHOCTHIO, OMpPEACIAIONIE B KOHEUHOM
UTOre COOCTBEHHYIO OMOJIOTUYECKYIO UAEHTUYHOCTb.

B OnokynbTypHOW TEOpHH TpaHb MEXIY PEeIaKTUPOBAHU-
€M 4YeJIOBeKa M €CTECTBEHHBIM Pa3BUTHUEM CTAHOBUTCS OTHOCH-
TEJIbHO YCIIOBHOM, XOTS U JKeJNaTeIbHOU. Pacmmpenus ropu3onTa
MOHUMAaHUS YeJoBeKa OompenensieTcs yepe3 GopMUpPOBAHUE JABYX
BO3MOKHOCTEW — B3aMMHOTO PACUIMPEHUE BIUSHUS KYJIbTYPhI U
OMOJNIOTHH APYT Ha Jpyra. JTOT MPOIECC TOCTATOYHO HOBBIH, U
ero OMOATHYECKOE HCCIEeIOBAHHME MPEACTaBIISET OOJBIIOE 3HA-
YeHHUE JUIsl ONpENEICHUsT KOHLEMNIM pUCKa U POJU YBaKEHUs

aBTOHOMUHU B OyAyIIEM pa3BUTUN OMOMETUIINHBI.
5.4 Bo3mo:xHa Jin MOpaJibHAsA OMOUAEHTUYHOCTD ?
HelipoOnonoruueckue ucciaeIOBaHMs Aalld MpeAcTaBiie-

o 157
HHUC O HCHPOIICIITHAHBIX MCXAaHHU3MaXx «3200ThI» , 'CHCTHYC-

CKHUC HCCICHOBAHUA IMPOACMOHCTPUPOBAIIN B3dAMMOCBA3bL 3KC-

137 Suhler C., Churchland P. The neurobiological basis of morality //The
Oxford handbook of neuroethics. 2011. P. 48.
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o 158
npecCun OTACIBbHBIX TI'CHOB H IIOBCACHUCCKHX CTPATCIrHUU .

Cnoxunoch NpeiCTaBI€Hue O TOM, YTO OMOCOIMANIbHBIA Xapak-
TE€p MOpPAJIH BBIPAKAETCS B TOM, YTO OHA SIBJISIETCSl PE3YIHTATOM
KaK T€HEeTUYECKHX, TaK U CpefoBbIX (akTtopoB. Heitpobuonoru-
YECKHEe MPOLECChl 3a00ThI CBSA3aHbI C (PYHKIMSIMU OKCUTOLIMHA U
BA30MPECCHHA, a TAKKE YHIOreHHBIX ormuaToB' . Ha ocHOBaHHHM
MOJIYYEHHBIX HAYYHBIX HApaOOTOK BO3ZHUK OOIIMN KOHUENTYallb-
HBbIIl OCTOB HEUPOOMOJIOTUYECKONW CHCTEMBI MOpPAJIH, B HEKOTO-
POM CMBICJIE KOHKYPEHTHBIM KOTHUTUBHOM U PalMOHAIbHOU
TEOPUH MOPAJIBHOTO IEUCTBUS. B ero paMkax cranu pa3BUBaThCA
TaKue€ HAMpaBJICHUS, KaK MOpaJibHasi MCHUXOJOTHUSI U HEUPOIKO-
HOMMKA, YCTaHABIUBAIOIINE KOPPEISAIUU STUKU U HEHpoOUoiI0-
ru4eckux (PEHOMEHOB M pacCMaTPHUBAIOIIKE MOBEJICHUE YeIOBe-
Ka BO B3aUMOCBSI3H C HEMPOOHOJIOTUYECKUMHU (PAKTOpAMH.
Mexay TeM MOTHBAIMsl MOPAJIBHOTO areHTa ONMupaeTcs Ha
ATUYECKH OOOCHOBAHHBIE KOHLENTHI (MpaBuia, OObYaKN) U TICHU-
XOJIOTUYECKHUE COCTOSIHUA (CUMMAaTHsi), KOTOpble caMu 1o cebe
SBJISIFOTCS CJIOKHBIMU COLIMOTYMaHUTapHbIMU (peHoMeHamu. Ha
MPAKTUKE OMOTEXHOJIOTMYECKU TpaHC(hep MOpaIbHBIX KOHIIETI-

TOB U UX PCIPCICHTAIIHA B BUJC HeﬁpO6HOHOFHq€CKHX HHCTPYK-

138 Raki¢ V. Genome Editing for Involuntary Moral Enhancement. Cam-
bridge Quarterly of Healthcare Ethics. 2019. V. 28. P. 46-54.

139 Suhler C., Churchland P. The neurobiological basis of morality // The
Oxford handbook of neuroethics. 2011. P. 46.
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UM SIBJISIETCS 3aJadey CIMIIKOM KOMIIIEKCHOM, a €€ IMOCJIe/ICT-
BUSI — 3HAUMUTENBHOU (uiocodckoit nmpobiemoitl. Helipodbuoiio-
TUYECKUE OCHOBAHUS MOPAIH YKAa3bIBAIOT JIMIIb HA TO, YTO ATHY-
HOE TIOBEJICHUS MMEET 3HAYUTENIbHO 00Jiee CIOXKHYIO MPUPOIY,
YeM CUUTAJIOCh paHee, a YCTAaHOBJIEHUE CBSI3M OUOJOTUUECKUX U
COIMAJIbHO-KOMMYHUKATUBHBIX (PaKTOPOB TMPEACTABISIET U3 ce0s
bumocopckyro U OMOITHUECKYIO cPepy UCCIICIOBAHUIA.

Tem He MeHee pe3ysbTaToOM MOXKHO CYMTATh BO3HUKHOBE-
HUE JUCKYCCUU O OHMOTEXHOJOTUYECKOM PEryJIUPOBAHHH MO-
pPaIbHOTO MOBECHUS, MPUHUMAIOIICH BO BHUMAaHUE HEUCKITIOUH-
TETHbHOCTh KOTHUTHBHOTO COJICPKAHUS MOPATHHBIX aKTOB M TIPH-
3HaHWE TOTO, YTO MOPAJbHBIA areHT HAaXOJUTCS IOJ BIUSHUCM
HEHPOOMOJIOrMYecKuX (PAKTOPOB, KOTOPBIE TAKXKE MOTYT pac-
CMaTpHUBAThCA Kak 00BEKT aHanmu3a unocodckoit Mmopanu. O06-
CY>XJICHE BO3MOXHOCTH BIIUSITh Ha MOpPaJIbHOE MOBEACHUE, OHO-
TEXHOJIOTUYECKH BO3JICUCTBYS HA HEUPOOMOIOTUYECKHE TIPOIIEC-
ChI, CTaJI0 YaCcThI0 YTWJIUTAPUCTCKUX U JICOHTOJOTUUECKUX JHUC-
KypCOB, OPUEHTUPOBAHHBIX HA aHAJU3 TEXHOHAYYHBIX HUCCIIENIO-
BaHUH 1 O0IIIECTBA.

JlanpHelias AUCKYCCHs TOKasajia, 4To mpolsiemMa mpo-
CTUpaeTCad Jajiblle TEXHUYECKUX OCOOCHHOCTEH BOIUIOIICHUS
MOPAJLHBIX MPHUHIMIIOB C MOMOIIbI0 OMOJOTHYECKUX MAHMITY-

JSIUUA 1 yKa3bIBa€T HA KOH(MDIJIMKT ABYX MOAXOAOB K Oyary, KOTo-

197



POC MOJKCT IMOHUMATBCA ABOSAKO, — KdK CTATHUYCCKAsA, OMOTEXHO-
JIOTHYCCKN YKOPCHCHHAA LHCHHOCTb, B TOM YMCJIC U COLMAJIbHAs
OCHHOCThb, U KakK I[I/IHaMI/I‘-IeCKI/Iﬁ TBOp‘-IeCKI/Iﬁ dKT aBTOHOMMHH,
B6Hp&IOIIIHfI B CC6$I, IIOMHMO H3BECTHOU J0JIN KPCAaTUBHOCTH,

SHAYUTCIIbHBIC PUCKMU.

5.5 HeiipoOunosiorust Mopaju

MopanbHOE MOBEJACHUE — CIOXKHBIA (DEHOMEH, OMOCPEI0-
BaHHBIM COLMAIIBHBIMU HOpMaMu U (HUiI0cOhCKUMU MPUHITUTIA-
MU, BOCIPUHUMAETCS YEJIOBEKOM B IIeproa ((OPMUPOBAHHUS B Ce-
Mbe, B Mpoliecce oOpa3oBaHUS U B €XKETHEBHOM COIMATLHOMN
npaktuke. C Apyroil CTOpOHbI, TOBEJICHUE onocpeayeTcs apdex-
TUBHBIMHU (M3y4a€MbIMU MOPAJbLHON TICHXOJIOTHEH) U OUOJIOTH-
YECKUMU (HEHPOMENTUAHBIMU U T€HETUUYECKUMHM) NTpuunHaMu. B
OOJIBIIMHCTBE CIIyYa€B MEPBUYHBIM CTUMYJIOM MOPaJIbHOTO TO-
CTyNKa SIBJISICTCS MHTYUTHBHAs addeKTUBHAS pEakius, CBs3aH-
Has C HEMPUSTUEM OIPEEIECHHOIO JCHUCTBUSI WU COOBITUS BHE
panroHaIbHOTO 00BSICHEHUs. ba3oBas 4acTh TOro, Kak MOXKHO
coename 4eJIOBEKa MOPAJbHBIM, JICKUT B MOHMUMAHUU «OHMOMeE-
XaHUKW» MOpajd, B TOM, 1O KaKOW CTENEHW HPABCTBEHHBIC IO-
CTYIKM  KOTHUTUBHBI, = KaK  COOTHOCATCA  KOTHUTHBHO-

CCMAaHTHUYCCKHUEC M IMOBCACHUYCCKHUC YPOBHH M HACKOJIBKO Oonee
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BBICOKUI YpOBEHb OpraHM3allii MOpaju, Mpexnae Bcero (uio-
CO(PCKO-MHTEINIEKTYaJIbHbIM, MOXKET BO3JEHCTBOBAaTh Ha OMOJIO-
THYECKHE MTPOLECCHI.

[TpoconmankHOCTh KaK pe3yibTaT MEPEeHOca MPOCTEHUIITUX
(GYHKIMI COXpaHEHHUsI TOTOMCTBA Ha COLMAIBHYIO OpTaHU3AIHI0
U NepecTpauBaHUE MEXaHU3MOB HEWPOINENTUIHOIO CTHUMYIHPO-
BaHUS I BO3HATPAKICHIUS/TIOJABICHHS TIOBEIEHYECKIX CTpa-
TEruid — OJMH U3 KIIOYEBBIX TE3UCOB OMOJIOTUYECKON IKCTIAaHCHH
HelpoOuosioruii B o6macte 3Tuku. OH omuMpaeTcs Ha BOJIOIH-
OHHYIO HEHPOOMOJIOTHIO — MPOLECC U3MEHEHUS ClelHaIn3aluu
HeﬁpOHeHTHHOBléo.

Cucrema BO3HArpa)<JICHUs/HaKa3aHUS B COIMAIBHOM IIO-
BEJICHUH MOTJIa BOSHHUKHYTh Ha OCHOBE WHBEPCHH PENTHUIHHOTO
«CcTpaxa U OLENEHEHUs» B «HEMOABM)KHOCTh 0€3 cTpaxay — Ha-
BBIKA, HEOOXOIMMOTO JIJIsl BHIKAPMITMBAHHSI IOTOMCTBA Y MIJIEKO-
ITUTAIOIINX, GJ1aro/[aps aHATOMHYECKHM OCOOEHHOCTSM Mo3ra .
OnvH W3 cTapelux HEeHPOIENnTHI0B, OKCUTOIMH, W3HAYATHHO
OTBEYABIIMM 33 CTUMYJISIIUIO MUTAaHUS W O€30MaCHOCTh COOCT-
BEHHOI0 OpraHu3Ma, B IPOIIECCE SBOJIIOIMHU U E€CTECTBEHHOI'O
oTOOpa MEHsUT CBOIO (DYHKIIMOHAIBHOCTh M CTajl Ba)XHBIM 3Jie-

MCHTOM IIOCTPOCHHUA YCTOﬁQHBBIX IMapHbIX CBsI3EH Y KUBOTHBIX.

' Suhler C., Churchland P. The neurobiological basis of morality //The Ox-
ford handbook of neuroethics. 2011. P. 33-58.
"%'bid. P. 49.
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[IpepuiiHble MOJEBKH, a TAKXKE HEKOTOPBIE IIPUMATBI CTPOSIT yC-
TONYMBBIE OTHOLIEHUSI UMEHHO 0 MPUYMHE UX OMOCPEIOBaAHHO-
CTH QYHKIHOHMPOBAHHEM OKCUTOIMHA B THIIOTOJIaMyCe .
Pa3pbIB OoTHOIIEHUN WM yJaleHUs OOIEHHUs TH >KUBOT-
HbIe TEPEXKUBAIOT KaK OECIOKONCTBO, HEMPOOMOIOIMYECKU BBI-
pakaroleecs B OBBIIIEHUU KOPTUKOTPOIMH-PUIIU3UHT (haKkTopa.
VYcioxKHEeHHe COLMaNbHOM CHUCTEMBbI JIIOJIE B Ipoliecce
UCTOPUN YEJOBEYECKOT0 O0O0IleCTBa, BO3ZHHUKHOBEHUE YCTOMYM-
BbIX KOMMYHHUKAIMH, MpU3HAHHME/HETIPU3HAHUE OIPEIECICHHbIX
TUIIOB JCHCTBUM, ONOOpEHHWE WM W3THAHUE OIMOCPEIOBAHO
TpanchepoM ponu GYHKIHA HEHPOMENTHI0B, HEKOT/Ia OTBETCT-
BEHHBIX 32 BOCIHUTAaHHE MOTOMCTBA, a TEMEpb OTBEYAIOIIMX Ha
CTUMYJIALMIO MOBEJCHYECKUX (DYHKIMH, ONpPENEsSIOIUX OTHO-
IICHUS] CBOM/4yKOM, HOpMa/neBuanus, apyr/spar. M3omsimus, uz-
rHaHue, NnpekpaunieHue ooieHus — GopMa HaKa3aHHUsl HE TOJIBKO
Ha COLIMAJIbBHOM YpOBHE, HO M Ha YPOBHE OMOXHMHH MO3Ta.
DTHUyeckoe 0100peHre I HEMTPU3HAHUE MOTYT OBITh U HE
ONnocpe0oBaHbl KOTHUTUBHBIM aKTOM U YCTAHOBJIEHUEM IPUYHH-
HO-CIIEZICTBEHHBIX CBSI3€H MM MPUMEHEHUEM PYKOBOISIINX ITH-
YECKUX MPUHLHUIOB. PsJl MCUXOIOTHYECKUX HCCIEIOBAaHUM, MO-
CBAILIEHHBIX MOPAJbHON pEaklUd Ha aMOpPAJIbHBIE, HO BMECTE C

TeM 0e30mMacHbIe TPUTTEPHI MOKA3BIBAET, YTO UCIIBLITYEMbIE TIepe-

1621hid. P. 33-58.
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KUBAIOT HEMPUSA3Hb K ONpPEJIEICHHBIM, HE HECYIIIUM BpeJa, Jei-
CTBUSIM, HO HE MOTYT OOBSICHUTH 3Ty HEMPHI3Hb B TEPMUHAX Pa-
[IIOHAJIBLHOTO MOPAJIBHOTO OCYXICHHUS.

M. Xeiin u JIx. Xepu, IpoBeNId CPaBHUTENIBHOE UCCIIE0BA-
HHUE PeaKlu JTHOEpaTbHO MBICISIINX U KOHCEPBATUBHO HACTpPO-
€HHBIX PECTMOHJICHTOB Ha HeXapakTepHble (HO Mpu 3ToM Oe3Bpe-
HBIE JJISI OKPYIKAIOIINX) CEKCyaJIbHbIE TPAKTUKU M OOHAPYKHIIH
apPEeKTUBHO-UHTYUTHUBHYIO PEAKILHUIO, I KOTOPOU MPEAIOKHIHI
TEpPMUH «MopanbHast omrenomierrocts» (dumbfounding)'® | xo-
TOpasi XapaKTePU3yeTCsl CMSITEHUEM U HECTTIOCOOHOCTHIO OOBSICHUTD
MOPAJIbHYIO CUTYAIHIO C TOYKU 3PEHHs] TPUUINHHO-CIIEICTBEHHBIX,
TO €CTh KOTHUTUBHBIX, CBsi3el. OCHOBHOI BBIBOJI, C/ICTTaHHBIA MU
B pE3yJbTaTe MCCIEAOBAHMSA: STHUECKHE pallMOHaJIbHBIE OCHOBA-
HUSI, KOTJIa pa3yM HaIlpaBisieT MOPAJIbHOE CY’KIECHUE, BOBCE HE ra-
PAHTUPYIOT, YTO OMPOBEPIKEHUE PAIIMOHATBHBIX 00OCHOBAHUM W3-
MEHHUT yOexaeHus pecrnoHaeHToB. OcHoBa yoOexneHus, addek-
THUBHAas T1I0 CBOCW TMPUPOAE, HAWAET WHBIE paIMOHAIBHO-
oopmiieHHbIE 000CHOBaHUS YOEXKIEHUS!, ONIPOBEPKEHNE KOTOPBIX

OyJIeT CTOJIb ke OECCMBICIICHHO. B 3T0i CBsI3u JT0Ka3aTeIbHOE OIl-

'Haidt J., Hersh M. A. Sexual morality: The cultures and emotions of con-

servatives and liberals 1 //Journal of Applied Social Psychology. 2001. T.
31. Ne. 1. C. 191-221.
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POBEPKEHUE HEKOTOPBIX MMOBEJACHYECKUX CTPATETU KOHTPIPOIAYK-
TiBHO' ™.

[IpencraBienne 0 Mopanu Kak O JIEAYKTHBHOM MallWHE,
TPAHCIUPYIOLIEH KOHTPUHTYUTUBHBIE YHUBEPCATIbHBIE MAKCUMBI,
IIJI0XO COOTHOCHUTCS C peajlbHBIMA UMITYJIbCAMH MOCTYIIKOB, OIE-
HUBAEMbIX KaK MOpaJIbHbBIE WU aMOpPaJIbHBIE.

OTCcyTCTBHE CBSI3U MEXIYy KOTHUTUBHOW MHTEpIIpETAIUEH
JCUCTBUSI U CAaMHM JICICTBUEM BBISBJISIETCS B «UIpax JdOBE-
pI/Iﬂ>>165. HazanpHoe aI[MI/IHI/ICTpI/IpOBaHI/I6166 HEUpOIenTruaa OK-
CUTOLIMHA MoBkIAaeT Ha 17% noBepue Mexay MapTHEPAMHU U T0-
BBIIIAET KOJMYECTBO 3AKJIIFOUYEHHBIX KOMMEPUYECKHX CHEIOK IpHU
COIOCTABJIEHUM C KOHTPOJILHOM TPYIIOW, HO TOJBKO MPHU YCIIO-
BUM COLMAIbHON KOMMYHHKALHH =~ M BEICHHS MEPErOBOPOB C
peatbHBIM KOHTPAreHTOM (TIpH 3aKJIFOUEHUH CHIETIOK ¢ pOOOTH3H-
POBaHHBIM KOHTPAreHTOM 3TOT MapaMeTp HE U3MEHSIETCS).

HeiipoOuosnornyecknii MeXaHu3M MOOIIPEHUS] U HaKa3a-
HUSI OMPECICHHBIX JCHCTBUI HE OrpaHUYMBAET ABTOHOMHIO, —
OH Y€ CYIIECTBYET KaK OUOJoruueckas CTpyKTypa, sIBIsACh 4a-

CTBIO COHHEU'II:HOﬁ KOMMYHHKallUM W BJIMAA Ha IIPHU3HA-

164
Tam xe.

'%Suhler C., Churchland P. The neurobiological basis of morality //The Ox-
ford handbook of neuroethics. 2011. C. 33-58. C. 52.

'Born J. et al. Sniffing neuropeptides: a transnasal approach to the human
brain //Nature neuroscience. 2002. T. 5. Ne. 6. C. 514-516.

1K osfeld M. et al. Oxytocin increases trust in humans // Nature. 2005, T.
435. Ne. 7042. C. 673-676.
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HUE/HETIPU3HAHUE COIMATBHBIX NPAKTUK U SBIICHUN, OKpaIIUBast
OTHOIIEHWE K HUM KakK OJIOOpEHHE WM TpeayoexKe-
HUE/VCKITIOYCHHNE, B HEKOTOPBIX CIIy4asX B OO0XOJl WHTEIUICKTY-
anbHBIM ycuausM. OOpallleHHe K 3THM, YK€ HEMHOT'O0 HM3y4YCH-
HBIM, HEUPOMOJIOTHYECKIM MEXaHM3MaM KaK CTPYKTypaM, KOTO-
pbie MOTJIM Obl BOWTH B OMOTEXHOJIOTHIO MOPAIHHOTO OHOYITyd-
IICHMS, B IIEJIOM COOTBETCTBYET PaCIPOCTPAHCHHUIO COIUATBHO-
MENKATU3UPOBAHHBIX KOHIICTIIIHH.

OnHako mOCTaBJI€HHAS LENb — coellamb YeI0BEeKa MOpaib-
HBIM — 3HAYUTEIBHO CIIOKHEE, OHA TTPOOIEMATH3UPYET ITUKY KaK
chepy ¢mnocopun, 1 OMOITHKY — Kak cepy aBTOHOMHH, TaK
KaK IMMoIpa3yMeBacT aKTHBHOE BMEIIATEIIHCTBO M HEKOTHUTUBHOE
pEIaKTUPOBAHUE YCTOWYMBBIX MOJIEICH IOBEICHHUS, KOTHUTHB-
HBIX C TOYKHU 3peHUs] GUiI0co(hruu U aBTOHOMHBIX — C TOUKH 3pe-
HUS OMOATHKH.

C nmpyroif CTOpPOHBI, HIEs CIEIaTh YEIOBEKAa MOPATHLHBIM
JOJDKHA OIMUPaThCsl Ha KOHIEHIMIO TpaHcdepa ykKe TOTOBOTO,
bunococku OCMBICIIEHHOTO M 3THYECKU MPU3HAHHOTO 3HAHUS B
3aBEIOMO HEKOTHUTHBHBIC HEHPOOMOIOTHYECKUE MATPUIlbl, (Pop-
mupytoiue ap@eKTUBHYI0 CTOPOHY pPEAKIMH HA COIHAIBbHYIO
KoMMYyHHKaI0. KoH(IUKT, BEITEKAIONUI U3 TIPEBPAIICHHAS ITH-
YECKOr0, OCHOBAaHHOTO Ha aBTOHOMHH, (PHIOCO(CKOTO W parmo-

HAJIBHOTO ATUYECKOT0 3HaHUS B HeUiIocoPckoe U HEpaIMOHAIb-
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HOE JIEHCTBUE SBJSETCS KIIOUEBOW MPOOJIEMON CO3MaHMS HCKYC-

CTBCHHOT'O MOPAJIbHOI'O arcHTa.

5.6. Texnonayka u 0J1aro: «<MOpaJibHbIfi MOHTAK»

buonornzanus 1 OMoMequKaaIn3alusa COLMAIbHOU >KU3HU
— OoJIbIlle, YeM TOJBKO TPEH]I B Pa3BUTHH OMOMEIUIIMHBI, COOT-
BETCTBYIOIINN TEXHOHAYYHOU HKCITAHCHH HAYKH B cpepy KU3HU
YEeJIOBEKAa, — 3TO MPOJOJIKECHUE MPOIECCa B3aWUMHOIO BIIMSHUS
o0111ecTBa ¥ HayKH Jpyr Ha Jpyra. Tpanchopmaiius Hayku B CO-
muanpbHoe Omaro b.I'. KOmuu xapakTepusyeT kak CyUIHOCTh Ha-
mero BpemeHu: «OJIUH U3 TJIABHBIX BEKTOPOB, KOTOPHIMU MOXHO
O0XapaKTEepU30BaTh HAMPABICHHOCTh PA3BUTUSI HAYKH (a U TEX-
HUKH) B TOCJIECAHUE JECATUIECTUS — 3TO €€ HEYKJIOHHOE MpH-
OJMIIDKEHUE K YEJIOBEKY, K €ro IMOTPEOHOCTSIM, YCTPEMJICHUSIM,
yagHusM. B pesylbTaTe NMpPOMCXOAUT, €CIIM MOKHO TaK BbIpa-
3UThCS, BCe O0Jiee MITOTHOE «0OBOJIAKMBAHKEY YEJIOBEKAa HAYKOH,
€ro MOrpPY>KEHHE B MHpP, MPOEKTUPYEMbIM M 0O0yCTpauBaeMblil
JUIA HETO HAYKOW W TeXHUKOW. KOHEYHO, Jeno mpu 3TOM BOBCE
HE OTPAaHUYMBACTCSI OJIHUM JIMIIb «OOCTY>KMBAaHUEM) UeIOBEKa
— HayKa U TEXHUKA MPUOIMKAIOTCS K HEMY HE TOJIbKO U3BHE, HO
1 Kak OBl M3HYTPH, B U3BECTHON Mepe Jiesiasi U €r0 CBOUM ITPOM3-

BCIACHHUCM, IPOCKTHPYS HE TOJBKO IJIsI HETO, HO M CaAMOI'0 KC
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168 .
ero» . Tpancdhep HaAydyHO CHPOEKTHPOBAHHBIX PEIICHUI B CO-

[[MAJIbHBIE TIPOIECCHl OTBEYAET Ha CTaphle STUYECKHE BOMPOCHI O
IIPOUCXOXKIEHNN OJiara Ha sI3BIKE IKCIPECCUU OTIEITHHBIX T€HOB
VI B BHJIC KPUTHKHU POJIM KOTHUTHUBHBIX IIPOIIECCOB B IPUHATHHI
OPUKIAJAHBIX 3TUYECKHX pemeHuid. Cam 3ampoc Ha moJoOHbIE
uccaeoBaHus HOPMUPYETCS BHYTPH OOIIECTBA Yepe3 UMaKMHa-
IIMIO MAGIHKOB TEXHONOTUAMH O, SIUCTEMHBIC CIABHIH, BO3HH-
KafoIIMe B PE3YJIbTATE MOSBICHUS HOBBIX TEXHOJOTHUH M CMeEIIIe-
HUE T0J BO3JIEHCTBUEM TEXHOJOTHUN CIOKHUBIIMXCS HOPMATHB-
HBIX OHTOJIOTHM.

WNuTepnperanusi 3THYECKUX W KOTHUTHUBHBIX IPOIIECCOB
KaK CaMOCTOSITENTFHBIX (DaKTOB, B OCHOBE KOTOPBIX JIeXKAT HEHpO-
OMoNorNYecKkne M TeHeTHYECKHe OCHOBAHUS, — HE TOJBKO U HE
CTOJIBKO 3Tall B TpaHcopMmaluu ujen 6iara u Mopaiu, HO U (hu-
T0CO(CKUH BBI30B YK€ CYIIECTBYIOIIEH TpaJullid MOpaiu. 3Ha-
HHUE TOTO, KaK HEeHPOOMOJOTUYECKH YCTPOEHA CUCTEMA IMOOIIpe-
HUSI/HAKa3aHUS TI03BOJISIET TOBOPUTHh O TEOPETHUYECKON BO3MOXK-
HOCTH IIEPEHOCA MOpPAJBHBIX MOJECICH B YK€ CYLIECTBYIOLINM,

9BOJJIFOIMOHHO CIIOKUBIIIHMCS MO3T.

"B I'. FOmmm. B okyce HCeIeI0BaHMs — JeT0BEK: STHUECKHE PEryIISTHBBI
Hay4yHOro nosHanus // roc Hayku / noj. pen. JL.IL. Kusimenko, P.3. Mup-
ckoit. M.: 2008. C. 361

'Rommetveit K., Wynne B. Technoscience, imagined publics and public
imaginations // Public Understanding of Science. 2017. T. 26. Ne. 2. C. 133-
147.
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EcrecTBeHHO, U3 3TOM CHCTEMBI MOPAJId BBIMAJAET COOCT-
BEHHO AaBTOHOMHBIN CYOBEKT. MeXy TeM YIJIy4IlIeHHbIA MO-
pasbHBIN CyOBEKT MPHOOpETaeT KBAa3UMOPAIbHOCTD, MOCKOIBKY
NPEANOJIAraeTcsl, YTO OH BOCHPUHUMAET KOHBEHIIMOHAIBHYIO
CKOHCTPYHUPOBAHHYIO U MPOBEPEHHYIO Ujcto Ojara aubo mo He-
o0xoaumocTy (MIPUHYAUTEIBHO, B IPOCOLMAIBHBIX HHTEpecax
oO1ecTBa), 1100 aBTOHOMHO (110 CBOEH BoJIe), TMO0 HEMPUHY IU-
TEIbHO (IO HACIEACTBY, €CIU OH ObLJI MOPAJIbHO YJIYUILIEH B pe-
3yJIbTaT€ PENAKTUPOBAHUS €r0 3apOAbIIIECBOU J'II/IHI/II/I)17O. buo-
TEXHOJIOTUYECKasl TpaHC(hOopMalisl aKkTopa BEAET U K Pa3pbIBY
CaMoro Iporecca, o KOTOpoMy IPOXOIUT YEJIOBEK, IPU3HABAS
HEYTO IpHeMiieMbIM (YCJIOBHO TOBOpsi, OJaroMm), a HEYTO — He-
npuemsieMbIM  (3710M). MeTtadopudecku OHOTEXHOJIOTHYECKOE
peaaKTHPOBaHUE MOPAJIBHOIO areHTa MOXHO pacCMaTpuBaTh Kak
«MOpaJIbHBIA MOHTAX» — YJIAJICHUE MPOJOJIKUTEIIBHOTO BPEMEHU
IOPUHATUS aBTOHOMHOIO MOPAJIBHOIO pEHIEHUs B pe3yJbTaTe
Pa3MBIIUIEHUH ¥ TIOJy4eHHE TOTOBOTO pe3yJsibTara — HeOOXOAu-
MOT'O MOPAJILHOTO ACHCTBUS — 0€3 pallMOHAIBHOTO AHAJIN3A.

[IpeBpaiieHe aBTOHOMHOTO MOpPAJIbHOIO akTopa B OuHo-
MOAU(PUIUPOBAHHOTO MOPAJIILHOIO aKTOpa MOPOXKAAET PSIi Cy-

MECTBCHHBIX Hp06JICM BCJICACTBUC BHCAPCHUA OMOTEXHOIOTHI B

'"°Raki¢ V. Genome Editing for Involuntary Moral Enhancement. Cam-

bridge Quarterly of Healthcare Ethics. 2019. V. 28. P. 46-54.
DOI:10.1017/S0963180118000373
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COIIMOTYMaHUTAPHYIO pealbHOCTh. [I[pUHIINIT «HATATHFHOCTIY KaK
HETIPUKOCHOBEHHOCTH 4eoBeKa X. ApeHJT 1 KOMMYHHKATUBHON
¢ynknun aBronomuu ). Xabepmaca cBSI3BIBAIOTCS C pa3Beie-
HUEM KYJbTYpPHOH M OWOJIOTHYECKOW pPEaTbHOCTH W WX Tapall-
JICTBHOCTA M HEOOXOIUMOCTH COXpPaHCHHsI aBTOHOMHUH. [lpm
OMOTEXHOJIOTHYECKOM BTOPXKEHHH STHKa TpaHCHOPMHUpPYETCS B
OMOTEXHOJIOTHIO U TIpeoOpasyeTcsi B ITUKY 0e3 aBToHOMUU. Du-
noco(CKuit B3I Ha MPOOJIEMy TTOKa3bIBAET, UTO U3TOTOBIICHUE
«MOpPaATBHOT0» CYOBEKTa CTOJIKHETCS] C BOBHUKHOBEHHEM HOBOTO

THUIIa MOPAJIBHOT'O aKTOpa.

5.7 ®unocodckue U ITHYECKUE MEPCHEKTUBDI 0J1ara,

HHCIIUPHPOBAHHOI'O HHCTPYMECHTAMHU HCﬁpOﬁHOJ’lOFI/IH

Ounocopckuil aHaNM3 HM3MEHEHUsS MOpAJIbHOrO areHTa,
BOZHUKIINK B (PrIIOCOPCKON JIMTEpaType 3a TMOCICIHUE TOIBI,
MOKa3bIBaCT, YTO MOpAIbHASI aBTOHOMHS — OIMH W3 KIIFOUEBBIX
¢unocopckux W MUpE, COLMUOTYMAHUTAPHBIX, MPUHIUIIOB,
UMEIOIINHM TpaHC()OPMATUBHBIN MMOTEHIIMAN B CBOEM BIIMSHUU HA
obmectBo. OO60CHOBaHHE KOHTPOJISI MOPAJIbHOTO areHTa s Je-
OHTOJIOTMYECKOTO M YTUJIMTAPUCTCKOTO JAHUCKYPCOB SIBISETCS

KpalHE CJI0XHOW 3a1a4ueu.
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OnuH U3 MepBBIX KPUTUKOB HIeU OUOTOTU3AIMHA MOPATH —
A. Briokenen'’' — paccMaTpHBaeT mpoGieMy MOpanibHOTO CTaTy-
ca B3aMMOOTHOIICHHUH YeJIOBEKA M MOCTYEIOBEKA C TOUKH 3PEHUS
OOIITHOCTH E€CTECTBEHHBIX TpaB. BO3MOXHOE COCYIIECTBOBAHHE
YelloBeKa M TMOCTYEIOBEKa OH COOTHOCHUT C MOJIENbI0, HEKOTAa
y>K€ CIy4daBIIIEUCs] B UCTOPUHU YEJIOBEYECTBA — OJHOBPEMEHHOE
npeObIBaHNEe Ha 3eMJIe IBYX OJIM3KUX BUJIOB — HEAHICPTAIBIICB U
homo sapiens. TparncpopMaTUBHBIM, pa3IeIUTEIBHBIM OaphepoM
MEXIYy YEJIOBEKOM U MOCTYEIIOBEKOM JOHKHO BBICTYNATh OTJIM-
qre, KOTOpOe MOMEHSIET He KaKoe-T100 UCUNCIsIeMOe CBOMCTBO —
IPOJIOJDKUTEIHHOCTD KH3HU WU CKOPOCTh TepenBrokenus. J{is
WU3MCHCHHUS BHJA JOJDKHO TMPOU30HMTH W3MEHCHHE MOPATHLHOTO
CyOBEKTa, 32 KOTOPBIM MOCIEAYET U3MEHEHHE CTaTyCHOE.

JImanocTHass TpaHchOpMaIMsI MOXKET PacCMaTPUBATHCS
KaK HAKOTUICHMSI WM yObIBaHUS (DU3UYECCKU U3MEpseMOoro OJiara
(Hammpumep, o01IIee yBeIMUEHNE MPOAOKUTEIIBHOCTH KU3HU Ha-
cenenus) (interest based account) 1 Ha OCHOBaHHM IIEHHOCTHOTO
noaxonaa (HampuMmep, Kak yBaKCHHE MPUHITUINA «HE HaBPEIM»)
(respect based account). J/[Ba 3TUX MOAX0/1a COOTHOCATCS C YTH-
JUTAPUCTCKOW M JICOHTOJIOTMYECCKOW KOHICTIUSAMHU, TTPUMEHSIC-
MBIMH JJTsI OTICAHUS MOPAJILHOTO cTaryca. [lockonpKy yTrimTa-

pHUCTCKas MOJCIb OOJIBIIIE MPUTOIHA JIJIST UICUUCIICHUS OJar, a He

"I Buchanan A. Moral status and human enhancement // Philosophy & Pub-

lic Affairs, Ne 37. P. 346-381.
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HEU3MEHIEMOTo cTaryca (MOXHO WCYHUCISTH JUIIL CIEJCTBUS,
MPOU3BOJIMMbIEC O0JafaTeieM CTaryca, a He caM CTaTyc), TO OcC-
TAeTCsl LIEHHOCTHAsi MOJEJIb OLIEHKHM MOpajbHOro craryca. B ee
paMKax HEBO3MOXXHO OBbITh 0oJiee MOpaJbHBIM HIIM MEHEEe MO-
palbHBIM, TOCKOJIBKY, KaK YK€ ObLJIO OTMEUEHO, MOPAJIbHOCTh HE
SBJISIETCSI UCUUCIIIEMbIM Ka4eCTBOM. MOPaJIbHOCTh MOXET OBITh
UHOM, M KaK CIEACTBUE, B paMKaX JCOHTOJIOTMYECKON HHTEpHpe-
Talldd MOPAJIBHOTO CYOBEKTa, MOPAJIBHO YIYUIICHHBIC JFOIU
IpUOOPETYT HOBBIM MOpAJIBHBIM CTaTyc. JTO OOCTOATEIHCTBO
(OpMHpPYET psii CEPHE3HBIX PUCKOB: OOJIBIIYIO YCHEUTHOCTh HO-
BBIX MOpPaJbHBIX ar€HTOB U MOTEHIHAIBHYIO TIOTEPIO MpPaB €CTe-
CTBEHHBIMH MOPAJIbHBIMH areHTaMHU.

3aKpBITOCTh MOPAJIBHOTO areHTa U €ro MCYEepIbIBAIOIIAs
HEMO3HABAEMOCTh KaK Belu B cebe (OHTOJOTMYecKass TpaHC-
dbopmMalys) MI0X0 COOTHOCUTCSI C UCUUCISIEMOCTBIO KOJMYECTBA
OKCHUTOLIMHA, HEOOXOAUMOTIO NIl CTUMYJISIIIUU MOBEICHUS U T0-
HUMaHHUS MEXaHU3MOB, (POPMHUPYIOLIUX MPOCOLMAILHOE MOBE/IE-
HUE Y MJIEKONUTAIOMKX. MeXay TeM MpeasioKeHHbIH NCKITFOUH-
TEJBbHO JOTUYECKUN XOJ paccykaeHus y A. bblokeHEeHa JeMOH-
CTPUPYET KOH(MIUKT MOPATBHBIX CTaTyCOB MPU MX COLIUAIBHOM
skcruuipoBanuu. Cieayer OTMETHTh, YTO 3TOT KOH(MIUKT HE
MOKET HOCHTh KOTHUTHBHBIN WJIM KOHIIETITYaJlbHBIM XapakTep,

MOCKOJIBKY MOpajbHOE HEHUPOOMOJOTHYECKOE CTUMYJIHPOBAHUE,
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W3HAYaJbHO, KAaK OTMEYAJIOCh BBIIIE, HEKOTHUTHUBHO. BMmecTte ¢
TeM KOH(MIUKT MOPAJBHBIX CTAaTyCOB BEIET K HECOTJIACOBAHHO-
CTH YJyYIIIEHHBIX U OOBIYHBIX MOPATBLHBIX ar€HTOB.

Bropoii 010k mpoGsiieM TpaHCIUPOBAHMS MOpPAJIBHBIX yC-
TAHOBOK CBSI3aH C YCHJICHHEM POJIHM MPUHIUIA MPEAOCTOPOKHO-
CTH B TEXHOT€HHOM MHUpPE M, KaK CJIEJICTBHE, C aKTyalbHOCTHIO
pElIeHni UCTIONIB30BaTh MOpPAJIbHOE OMOYJTyUIlIeHHe B OTBET Ha-
pacTaronuM TEXHOTCHHBIM M JKOJOTHMYECKHM PHUCKaM, TPeOyro-
MM MaccoBOTo KoJuieKTuBHOro otBera. JIk. CaBynecky u .
[lepccoH UCHOMB3YIOT YTHIMTAPUCTCKYIO apryMEHTAIUIO JUIs
000CHOBaHUS WJEU NPHUHYIUTEIHHOTO MOPATHHOTO YIyUIICHUS
JUISL peakiiuu Ha mpobsieMy HauBbIciiero Bpena (ultimate harm).
CTtuMynsIusT MOPATLHOTO TPOCOIMAIBHOTO TIOBEICHUS, C WX
TOYKHU 3PCHHS, MEHSET HE JTUYHOCTh, a obmiee Omaro. TexHoreH-
HBIC BBI3OBBI, JCHCTBUTEILHO, MPOOJIEMATU3UPYIOT KOHIICTIIIHEO
MPUHITUIA TPEOCTOPOKHOCTH, TTOCKOJIBKY HE TO3BOJSIOT TMPO-
BECTH JIMHUIO, PA3ACIISIONIYI0 BO3MOYKHBIH W MaJlOBEPOSTHBIN
puck' . Hampumep, OJJMH YeNOBEK M3 MUITHOHA JOJEH CIoco-
OeH HaHecTH yuiepO, UCTONb3ysad TEXHOTEHHBIN (hakTop (Hampu-
Mep, €CJIM OH BJIJICET ONPEEICHHBIMUA 3HAHUSAMHM ), TAKUM 00pa-
30M MPUHIUI MPEJOCTOPOKHOCTH JOCTATOYHO CIOKHO UCIIOJIb-

30BaTh KaKk METOJ aHaJu3a BEPOSTHBIX PUCKOB. Mexay TeM Mpu-

72 Holm S. Precaution, threshold risk and public deliberation // Bioethics.

2019, T. 33, Ne. 2. C. 254-260.
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HY)KJIEHHE K COIMaIbHOMY OJary OrpaHM4YMBaeT aBTOHOMMIO.
CTOpOHHHKH UJEN MOPAJIHHOTO OUOYTYUIIeHHUS TpearaioT 00-
Jee MATKHE BEPCUU — B YaCTHOCTH — CMSTYEHHBIE (HOPMBI HEM-
POOHOIOTUYECKOW CTHMYJISIIIAA MOPAJIBHOTO TOBEACHHUS, JIUIIIH
YaCTUYHO TOJIABIISIONINE aBTOHOMHMIO, JTMOO BOBCE TEXHOTCHHBIC
(hOpMBI KOMIUIEKCHOTO KOHTPOJISl, OCHOBAHHBIE HA MOHUTOPUHTE
HamepeHut («boxxecTBenHas MaIIII/IHa>>)173 .

Wnest Gmara, MOHATOrO Kak pe3yjibTaT MPOCOLUATBHOTO
SMOLIMOHAJIBHO OKPAIIEHHOTO JEHCTBUS, CTOJKHYJIACh C KPUTH-
KOH Kauecmeéa MPUHYIUTEIHHOTO MOPAIBFHOTO aKTa, JIUIIEHHOTO
ABTOHOMHH KaK CBOETO HCTOYHHMKA. AJBTEPHATUBOU SIBISIETCS
ABTOHOMHBII BBIOOP KaK BO3MOXHOCTh MBICTUTH dTHYECKH. Mo-
paJib, TaKUM 00pa3oM, MPEICTABISAETCS CKOpee KaK JeTyKTUBHBIHI
(bopManbHbIN BBIBOJ, a HE CIIOHTAaHHASI YMOITMOHAIIbHAS PEaKITHSI.
OTa BO3MOXXHOCTh, (HOPMHPYSICh B paMKax YTHIMTAPUCTCKON
JIUCKYCCUH, WHTEPIPETUPYET IIEHHOCTh IIMPE, YeM CO3UJaHUeE,
BKJTFOUAs pa3pylIeHHEe KaK 4acTh BHEIIHEro Oiara — oHO, Oyaydn
NPOSIBICHUEM aBTOHOMHH, WUMEET IIEHHOCTh HE MEHBIIYIO, YeM
npubasiienue 6nara. OauH U3 criocoO0B MO3HAHUS MHUpA /IS Jie-
TEH, 93TO HE TOJIBKO CTPOUTEIHCTBO, HO U paspymieHue. «Freedom
to fall», mpaBo pacmopskaThCs COOCTBEHHOW >KHU3HBIO — JK3H-

CTEHIMAJIbHO, KaK aKTyaJbHOE IIPaBo 3/1eCh U cenvac. Kputukys

'3 Savulescu J., Persson I. Moral enhancement, freedom and the god ma-
chine //The Monist. 2012, T. 95, Ne. 3. C. 399.
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orpaHHuYeHHE cBOOOAHOM BoJu, /K. Xappuc paccMaTpuBaeT MO-
pajibHOE OHMOYJIYyUIlIEHHE KaK BapUaHT JIOKHAHCKOW 3aKpbITOMN
KOMHATHI WU (PpaHKypTCKUE KEHCHI, T/I€ aBTOHOMHSI CYIIECT-
BYET KaK Hepeaan3yeMasi BO3SMOKHOCTb.

JIuckyccust 0 poJii aBTOHOMUU B CO3UJAHUU MOPAJIBHOTO
Omara ¥ mpoOsieMe MPUHIIMIA TPEJOCTOPOKHOCTH B TEXHOTEH-
HOM MHpE€ CTaBHUT BOIPOC O CTaTyce IeHHOCTH (0yiara) Kak KOor-
HUTUBHON (UI0CO(CKON KOHIIETIIINN, H O TOM, €CTh JIU OCHOBa-
HUSl TPAHCIUPOBATH 3TU KOHIEMIMU OJiara HEKOTHUTHBHO B Ka-
YeCcTBE HEWpoOHOoJOruuecKkor mporpammbl. Octaercsi BONpPOC O
TOM, KTO OyJIET aBTOPOM ATOM MPOTPAMMBI, OTIPECIISIFOIIEH, YTO
UMEHHO sBisieTcs Oiarom? Eciim B peMTHO3HOW TpaJHIIMK aB-
TOPOM W €IWHCTBEHHBIM HOCHUTEJEM Onara sBisieTcs bor, To B
CBETCKOM OOIIIECTBE aBTOPCTBO OJiara OyJIeT HE TOIbKO KOHKPET-
HBIM, HO ¥ OCITAPUBAEMBIM C TOUKH 3PCHUS JISTUTUMHOCTH.

JInb6o criemyeT NCXOMUTh U3 TOTO, YTO MOPAJILHOE MOBEIe-
HUE MOXET OBITh TOJIBKO HAXOJSIIEMCS B MOCTOSSHHOM CTaHOB-
JICHUU TIEPCOHATBHBIM aKTOM, OOBEAMHSIONIUM MOpPAb U CYXK-
JICHUE B OJTHOM aKT€ MOPAJIbHOTO CYXKICHUS U JIETUTUMHUPYIO-
IIMMCSI Yepe3 aBTOHOMUIO, OIPAaHWUYEHHYIO TOJIBKO JPYTUMHU aB-
ToHOMHsIMU. CTaTyCc MOpaJIbHOW YCTAaHOBKH, TOJYyYCHHOW 0e3
KOTHUTHUBHBIX aBTOHOMHBIX YCHJIMH M TPaHCIMPOBAHHOW C TO-

MOIIBIO Heﬁpo6nonomqecm/lx MCXAaHHU3MOB B ITIOBECACHHUEC, C KOTI'-
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HATUBHOW TOYKHU 3PEHMS, JIMILIEH JIETUTUMHOCTU B Ka4eCTBE aB-
TOHOMHOTO TEPCOHAIBLHOIO aKTa H, 00Jiee TOro, MOXET OBITh
Pa3pyLIUTENBHBIM [T JTUYHOCTH, OCO3HAIOUIEN JBOWCTBEHHOCTD
MOCTYTKa, IKOOBI BO3MOYKHOT'O, HO B JIGHCTBUTEIBLHO KECTKO OT-
PAaHUYEHHOTO HE MEepPCOHAILHOM BOJIEH, a HEMPOOUOIOTUUECKUM
IIPUHYKJICHUEM.

HeiipoOuosnornyeckas peayKiius MOpajiu 3arparuBaeT ¢e-
HOMEH TEXHOJIOTHMYECKOW HHTEPIPETALMNA MOPAJIBHBIX HOPM M
PETYJISATUBOB, CKJIAABIBABIIMXCS HE TOJBKO MOJ BO3JIECUCTBHEM
ABTOHOMHUHM, HO U B KaYECTBE KYJIbTYPHBIX, YaCTO aMOMBaJICHT-
HbIX TIpoueccoB. B. Paknu, mocinemoBatenbHO pa3BUBAIOLIMMI
UJICI0 MOPAJIbHOTO OMOYJIyUIlICHHS, PACIPOCTPAHSIET €€ JaJIeKO
3a paMKH HEWpPOOHOJOTMYECKOM SBOJIOIUU U OKCUTOIMHOBOM
CTUMYJISIIMK COIIMAIBHBIX CBSI3€d, HAaX0/si OOBEKTHI PErysnpo-
BaHHS MOpaJId B IKCIPECCUHM OTIEIbHBIX T'eHOB. [Ipobiemy or-
pPaHUYEHUS NPUHLINIA ABTOHOMUU OH CHHUMAaeT aBTOHOMHBIM pe-
IIEHUEM MPUOETHYTh K MOpajJbHOMY OuoyiyuiieHuro. boiee To-
ro, B OMOTEXHOJIOTUYECKOU MEPCIIEKTUBE BO3HUKAET yKE HE JIBa
TUTIa MOPAIBHOTO OMOYIYUIIEHUS! — PUHYAUTEIBHOTO U J00pO-
BOJILHOTO, HO U TPETUW TUM — HEAOOPOBOJIHHBIN, BOZHUKAIOIICH
10 HACJICIOBAHUIO MOCJIE PENAKTUPOBAHUS 3aPOABIIIEBON JTUHUU
(pa3ymeercs, Torna, Korjaa 3To OyaeT Bo3MoxkHO). OO0CHOBaHU-

€M TaKOM OMOTEXHOJIOTHYECKOM HHTCPBCHIUU ABJISICTCA CHIUCH-
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TUCTCKUWA U TEXHOJOTMYECKUH MOAXOJ] K COUUAIBHBIM IMPOLEC-
caM — HEO0OXOJMMOCTh MPUMEHSATH HAYUYHBIH Mporpecc s pe-
IIEHUS KOHKPETHBIX 3a]1a4.

Kputuk Takoro nogxona X. BailamaH oTMeUaeTr, 4TO Bax-
HEUIIUM COJAEP)KAaHUEM MOPAIBLHOM HOPMBI SBIISIETCS €€ KyJb-
TypHasi IIEJTOCTHOCTh U BOCIPOU3BOJIMMOCTh B MHCTUTYTaX o0Opa-
30BaHUA M BOCIUTaHMs. B KauecTBe mpuMepa OH MPUBOJUT MO-
pajbHOE MOHSITHE «YECTW» — UMEIOLIEE B PA3HBIX KYJIbTypax Cy-
IIECTBEHHBIE OTJIUYMS, B TOM YHUCIE, U dKCTpeMalibHbIe (yOUuiicT-
Ba yecTu). CHMEHTUCTCKUN MOJIXO0J K MOpajid, OCHOBAaHHBINA Ha
MOHUMAHUU 3JIEMEHTOB, HO HE L[EJIOT0 — HEAOMYCTUMO YIPOIIAET
caMy mpo0JieMy MOPaIbHOTO CYOBEKTA.

B ¢unocodckoii nuckyccun 0 BO3MOXKHOM HEHpOOHOIIO-
TUYECKOM BMENIATENHCTBE B (DOPMHUPOBAHHUE MOPATIHLHOTO TOBE-
JIEHUSI BBISSBUJIUCH TPHU THUIIA PUCKOB, CBSI3aHHBIX C peaau3aruei
HEU coenams 4YeI0BeKa MOPAIbHBIM: MOSIBIIEHUE TPETHETO MO-
palIbHOTO CTaTyca, OrPAHUYECHHE ABTOHOMMH, CBA3aHHOM C KOT-
HUTHUBHBIM acreKToM (OPMUPOBAHUS MOPAIBLHOIO CYXKJICHUS U
peAyKIUsl KOMIUIEKCHBIX MOPAJIbHBIX HOPM K OMOTEXHOJIOTHYe-
CKH PETYJIUPYEMbIM HEHPOOHOJOTHYECKUM TMpoiieccaM. Mexay
TEM, YeJIOBEKY CBONCTBEHHO pEarupoBaTh HEKOTHUTUBHO ((ak-
TUYECKU, B TEPMHUHAX (PUIOCOPUU — HEOCO3HAHHO W TPUHYIH-

T€J'IBHO) Ha MOpAJbHBIC CUTyallul U B OOBIYHOM KHU3HHU, 1O BCsA-
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KOTO OMOTEXHOJIOIMYECKOI0 BMEIIAaTENbCTBA, & CBOU PEAKIIUU HE
BCerja MoxeT o0bsicHUTh. Ho cienyer oTMETUTh U TO 00CTOS-
TEIbCTBO, YTO 3TO MPHUHYKIECHUE MOXET OBbITh KpalHe XKela-
TEIbHBIM U Ja)Ke HEOOXOAMMBIM (B Cllydae, HallpuMep, eciu mna-
LUEHT CTPAJaeT HEHPOOMOJOTMYECKH ONOCPEAOBAHHON CKIIOH-
HOCTBIO K HACWJIMIO), 1 HEOOXOIUMBIM JJIsl HBOJIIOLIMOHHOTO BBI-
KUBAHUS, YTO CIIEAYyET W3 UCCIEHOBAHUM, PEKOHCTPYUPYIOLIHUX

poiecc HeHPOOHOTOTUUECKOM IBOTIONNH Y MIEKOMUTAIOIIHX.

5.8. 'opuU30HT aBTOHOMUM: pacIIMPeHHOe

uHOpMUPOBaHHOE corjiacue B OMoMeIuunHe

Tpancdep 3THUECKOM TOMUHAHTHI B 3aBEIOMO JUIIIECHHBIN
ABTOHOMHMH KOHTEKCT KakK 3a/laua BO3HUKJIA B HCCIEIAOBATEIb-
CKOIi 9THKE B CBSI3H C pacIpocTpaHeHneM O0noGaHkoB' . KoHCT-
PYHpPOBaHNE KOJJIEKTUBHOTO MOPAILHOTO areHTa W MPUCBOCHUE
€My OIpEeIeICHHBIX MOPAJIbHBIX aKTOB — HMHTEPECHBIN OITBIT, KO-
TOPBI MOXET OBITh TMOJIC3EH VISl TIOHWMMAaHUS TOTO, KaK MOXKET
paboTraTh HEHPOOMOIOTUUECKUIT MOPAJIbHBIN areHT, He Oy/Iy4H B
IIOJTHOM CMBICJIC aBTOHOMHBIM.

Coxpanenne GpakTU4ecKoro HHGOPMHUPOBAHHOTO COTIIACHS

— OJIMH W3 BBI30BOB HMCCJIEIOBAHUN B COBPEMEHHOM OMOOAHKHH-

174 bpesranuna E. B. u 1p. buo6ankuHr: conuaibHO-TyMaHUTapHbIE acIeK-

o1 // M.: U3a-Bo MI'Y. 2018. C. 232.
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re. [IockonbKy Takue MCCIIEOBAaHUS MPOBOIATCS C MCIIOJIb30Ba-
HUEM OMOMaTepHualioB JOHOPOB U CBSI3aHBI C PUCKAMH U OJIarom,
BO3HUKAIOIIMMU B pe3yJIbTaTe 3TUX UCCIIEIOBaHMA, HH)OPMHPO-
BaHHOE COIJIacHe, C OJIHOM CTOPOHBI, JISTUTUMUPYET PUCKU ITUX
UCCJIEIOBAHUM, a ¢ JPYroil — MO3BOJISIET HAYKE OCTaBaThCs MyO-
JUYHOW W OTKPBITOHM, TOJB30BAThCSl OOIIECTBEHHOW MOIIEPK-
Koi. MHOXECTBEHHOCTh UCCJIE0OBAHHUM B OMOOaHKaX yCIOXKHSIET
IpoLeAypY MOJy4eHHUs UHPOPMHUPOBAHHOTO COTJIACHUS I KaX-
JIOTO OTJAEIBHOTO Ciy4yasi U 3acTaBisieT BbIpaOaThIBaThb HOBBIE
(GopMBbl TPUHATUS MOPAIBHBIX peleHui (MHOOPMUPOBAHHBIX
corjlacmii) 3a JOHOpOB OMOOaHKOB. PacmmpeHHoe MHPOPMHPO-
BaHHOE COTJlacCM€ MOXKET OBbITh aKTyaJbHO J/JI OpraHu3aluu
MHOECTBEHHBIX UCCJIEIOBaHUN B OMOOaHKax, HO, IO CYTH, OHO
HE SIBJIAETCS B TMOJHOW Mepe MH(POPMUPOBAHHBIM B CHIY TOTO,
YTO MPEACTABISIET COOOM JIMIL OAHO COIJIache Ha MHOYKECTBO
Pa3IMYHBIX MCCIICIOBAHMI .

Pacmmpennoe MHQOPMUPOBAHOE COIJIACHME OMMUPAETCS Ha
rapaHTUIO 3TUYECKOr0 KOMHUTETa OroOaHKa coOIoAaTh LIEHHOCT-
HBbIE W ITHYECKHUE MPUOPUTETHI TOHOpPOB OmobOanka. K 1eHHoCT-
HBIM NPUOPUTETAM, HATIPUMEP, MOKET ObITh OTHECEHO 00sI3aTelb-

CTBO HC HCIIOJIB30BAThb 6I/IOMaTepI/IaJ'H>I AJIA IIPpOBCACHUA MUJIMTA-

17> Mikkelsen R. B., Gjerris M., Waldemar G., Sandee P. Broad consent for
biobanks is best — provided it is also deep / BMC Medical Ethics. 2019, V.
20. Ne. 1. P. 1-12.
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PUCTCKUX HcchenoBanuid. B aTom cimydae 6mo0aHk He mpeaocTa-
BUT CBOM 0a3bl JaHHBIX JJIS TaKUX HCCIEIOBaHUM OO 00s3aH
WHGOPMHUPOBATH JOHOPOB O BBI3BIBAIOIINX COMHEHUS MCCIIEI0BA-
HUSX U 3allpalliiBaTh y HUX JIOMOJHUTEIIEHOE OJJ00pPCHHE.

NHCTUTYITMOHATBHBIN CTaTyC STHYECKON JKCIEPTH3bl Ha
ypoBHe OMOOAHKOB M OTBETCTBEHHOE CJIEJOBAHHUE IIEHHOCTIM
TIOJTYYCHHBIX HH(POPMUPOBAHHBIX COTJIACHIA TIPH TIPOBEICHUH Te-
HETUYECKUX MCCIICIOBAHUN JIOKUTCS Ha OMOOAHKH M OMUPACTCS
Ha WX penyTanuio. B Takoil kondurypamnuu 6uo6aHKH MpeICTaB-
JSIOT OJTHOBPEMEHHO aBTOHOMHO OJIOOPCHHBIC, U BMECTE C TEM
KOJUICKTUBHBIE COIUATLHBIC TICHHOCTH.

[TosiBIEeHNE HOBBIX HEHPOOMOJIIOTHUECCKUX U TCHETHYCCKUX
UCCJICIOBAHUIA TPUBOJUT K TIEPEOCMBICICHUIO COIMAIBHBIX H
MOpaNbHBIX ()EHOMEHOB B TEPMHHAX OMOTEXHOJOTUNA M UX IKC-
IUTMKAIMd B 00mIecTBo. B OWMOMenuIIMHE TaKWe IMOHATHS, Kak
0J1aro u puCK, aBTOHOMUS U WH(POPMUPOBAHHOE COTIIACHE, UME-
I0T KaK KOHKPETHOE MPHUKIIAIHOE, TaK U paclIupeHHOoe Gumocod-
ckoe 3HaueHrne. OTBET HA BOMPOC «KaK CHeIaTh YeIOBEKa MO-
paNbHBIM?) Ha SI3bIKE HEMPOOMOJIOTHI O3HAYAET MPUIaTh CEMaH-
THKE TEPMHUHA «MOPATbHBIN» KOHKPETHOE 3HAYCHHE — H3MCHHUTD
OTIpe/IeIICHHBIC TTOBEACHUYCCKUE XapPAaKTCPUCTUKH, TTOHSIB MX KaK
HEHPOOMOJIOTHUECKHE MEXaHU3Mbl. B pesynbTaTe BO3HHKAET

oco0asi ceMaHTHKa — MpoOJieMa HOBOI'O MOPAJILHOTO CTaTyca,
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KPU3HUC aBTOHOMHUHU U PEIYKIUS CIOXKHUBIIUXCS B KYJIbType MO-
paNbHBIX IIeHHOCTeH. VHTerpamus penynupoBaHHbBIX (GOpPM HEWH-
POOHOIOTUYIECKON MOPAIH B CIOKHUBIIHECS COIUATLHBIE HHCTH-
TYTBI, T0 MHEHHUIO JIAKE TAKOTO MOCIICIOBATEILHOTO CTOPOHHUKA
yTimTapusma kak H. Arap, 3amaua 3Ha4UTEIBHO OOJee CIIOXK-
Hasl, TaK KaK MOpPaJIbHbIE IIEHHOCTH MMEIOT KOMIUJIEKCHYIO U He-
PEAYLIHPYEMYIO CTPYKTYPY W yCIieXa MOPAJbHOTO YJIyYIICHHUS
HE0OXO0MMa MOTHOE TOHUMAHNUE MOPATBHOM TICHXOJIOTHH YeJIo-
Beka''°.

OpmHako B AKCTpEMabHBIX WU KpalHEe 3aTpyTHHUTEIbHBIX
o0cTosTeNhCTBAX TpaHC(hEp aBTOHOMHH OT CYOBEKTa K MpeIcTa-
BUTCISIM CyOBeKTa (I3THYECKUM KOMHUTETaM) BCTpEUYaeTcs |
MIPAKTUKYIOTCS pa3InuHble (OPMBI PEAyIIUPOBAHUS aBTOHOMHH B
MOJIb3y KOHBEHIMaJbHOTO Osara. Tak wiM wHaye HHTEpeC K
OMoMeIUKaIN3allid MOPAJIM COXPAHSICTCS BOIPEKH pPealbHON
(GYHKIIMOHATHHOCTH PENICHHH, €e TpeaiaraeMbIX. 3anada Guio-
codckoii pedrekcun — paccMaTpUBaTh PaCIPOCTPAHEHHE OHMO-
TEXHOJIOTUYECKOW TEXHOHAYKU B (PUIOCOPUI0 U ITUKY 03 HU3-
JIMIIHUX OXXUJAHWUW, HO KAK 3aKOHOMEPHBIM M IOCJIEN0BATEIb-
HBII TIpOlleCC, HYXKIAIOIIMICA B cepbe3HOM (miIocohckoM u

OHMOATUYECKOM aHAJIN3E.

176 Agar N. A question about defining moral bioenhancement // Journal of
Medical Ethics, 2014. V. 40. Ne. 6. P. 369-370.
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BriBoabl

BoobOpaxxenue craHoBUTCS (DyHKIIMOHATBHO BKIFOYEHHBIM B
pa3BUTHE DKCIIEPUMEHTANIBHBIX HayK B XVII Beke U CiyKUT KOH-
TPACTOM JUIsl HAYKU U TIPUPOJIbL, JAOIIMX ONPEIEICHHOE 3HAaHUE B
IIPOTUBOBEC IOBCEAHEBHOMY OIBITY. ®D. b3KOH OmMchIBaeT «UI0-
JIOB U JIO’KHBIE TOHATHUS, OCAXKAAIOIINE YM YEJIOBEKA U HE MO3BO-
JISIOIIME ITO3HABATh, IOJIB3YsACh HOBBIMHA HAay4YHBIMH METOHAMM.
Paznuuenue si3plka HAyKH U s13bIKa BOOOPAXKEHHUs, IPEICTaBICHHBIX
B KYJIbTypeE, JOJTrO€ BpeMsl OCTAeTCsl JOMHHAHTHOM TEMOW pase-
JIEHWSI PEAIBHOCTU U BBIMBICHA. T€XHOAETEPMUHU3M, TO €CTh IIPE-
€ BCErO HayKa U SI3bIK HayKH, cO BpeMeH lIpocBenieHus BbICTY-
naJl KIFOUYEBbIM MHUIIMATOPOM PA3BUTHS OOILIECTBA, MEHSIOMIETOCS
1oJi BO37eiicTBMEM WHHOBaiuil. [lepeocMbicienne u peabumuTa-
1S 3HAYCHHSI BOOOPAKEHUS TIPOUCXOIUT B XO/I€ Pa3BUTHUS HCCIIe-
JOBaHWM Hayku U TexHosnoruil B nocneanue 40-50 ner. B yacTHO-
ctu, b. JlaTyp BBOAMT MOHSATHE «IApIAMEHT BElIei», 4ToObI TOKa-
3aTh B3aMMHYI0 3HAUMMOCTb KaK S13bIKa IPUPObL, TAK U OOILIECTBA,
TPEJICTABICHHOTO B KyIbType U IOIUTHKE .

Hayka, BbicTynas B HacTosiiee Bpemsl Kak Haubosiee aBTo-
PUTETHBIM MCTOYHUK IPEACTABICHUM O PEAIBHOCTH, NPEIIaraet

OOIIIECTBY MHHOBAIMH, KOTOPHIE, C OJTHON CTOPOHBI, (POPMHUPYIOT

77 Latour B We Have Never Been Modern. New York, NY: Harvester
Wheatsheaf Publisher, 1993. P. 142-145.
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COLIMAJIbHBIE YKJIaJbl, CBA3aHHBIE C MOSBJICHUEM TEXHOJIOTHM, a C
JIPYrOM CTOPOHBI — OHA K€ MX Pa3pylIaeT, BBICTYIAsl WHULIMATO-
pPOM TIOSIBIIGHWSI HOBBIX TexHoyioruid. [Ipm 3TOoM BooOpakeHme
CTAHOBUTCSI COLIMOTYMAHUTAPHON CPEJIOH, B KOTOPOU MPOUCXOIUT
3apOXKIEHUE, PA3BUTHE U NHCTUTYLIMOHAIM3ALINS TEXHOJIOT .

Tesuc JIx. b. Buko — «MbI 0051aiaeM panrioHaaIbHBIM 3Ha-
HHEM TOJIBKO O TOM, IIPHYMHOI Yero MbI CAMH K€ H SIBISEMCS»
B KOHTYpPE TE€XHOHAYKH IOBTOPSIETCS, HO TEIEPb OH AECHUCTBYET
yepe3 UHPOpMAIINIO, U JaKe Yyepe3 HEOrpaHM4YeHHYIO (akrtamMu
uHpopMannio — kKak BooOpaxxeHue. l[lonuTudyeckrue MHCTUTYTHI
OOJIbllIE HE MPEJCTABISIOT OOIECTBO, U OCHOBHAasi OTBETCTBEH-
HOCTh 3a TpaHc(opMalio O0IIeCTBa JISKUT HAa HayKe U TEXHO-
JIOTUSIX, TIOIIEPKHBAEMBIX KOMMepIueii' ' .

[IpeacraBnenHoe B BOOOpakeHUU Oyylee, KOTOpoe BOC-
MPUHUMAJIOCh Obl B QHTUYHOCTH WJIM CpEJHHE BEKa KakK IUIOJ
daHTa3nm, B MUpPE TEXHOHAYKHA MOXET CTaTh OCHOBOM peaTbHOTO
OyIIyIIero U CTaHOBUTCS MIPEAMETOM IKCIEPTHU3bI, KaK 3TO MPO-

1
HCXOAWT B KOHICHIHMU «CIIPOCKTHPOBAHHOI'O BPCMCHW» 80. Ota

TCOPHUA OTTAJIIKUBACTCA OT IIPHU3HAHUA MCETOIA JIMHEUHOT'O IIpo-

8] lur. mo: Rommetveit K., Wynne B. Technoscience, imagined publics

and public imaginations // Public Understanding of Science 2017, Vol. 26
(2). C. 141.

"Tam xe.

"0Grinbaum A., Dupuy J. P. Living with uncertainty: toward the ongoing
normative assessment of nanotechnology //Techné: Research in Philosophy
and Technology. 2004. T. 8. Ne. 2. C. 4-25.
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THO3UPOBAHUS PA3BUTHUSL TEXHOJOTUW HECOCTOSTENIBHBIM, I10-
CKOJIbKY HaOJro/iatelsb (B JaHHOM cCllydae KCIEpTHOE cooOIe-
CTBO) OKa3bIBAETCS BOBJICUECH B MPOIIECC Pa3BUTHUSA 00bEKTa (TeX-
HOJIOTHHM) U BIUSICT Ha 00BeKT HaOmomeHus. OaHaKo, TO, Kak
OMUCKIBaeTCs Oyjylliee, MOXKET OKa3aTh BIUSHUE HA TO, KAaKUM
oHO Oyner. Tak, 3KcmepT, 3Has, 4TO €ro MPOTHO3 WU JCATENb-
HOCTh, KOTOpasi MOCJIEYET 3a €ro MPOrHO30M, U3MEHSIT MHUP CIIy-
YaliHBIM 00pa3oM, JOJDKEH MPUHUMATHh 3TO OOCTOSTEIHLCTBO BO
BHMMaHWE ISl TOro, 4TOOBI OyIyIlee COOTBETCTBOBAJIO €T0
MIPEICTABICHISIM O HeM' . JIIOIIOH TIPeIaraeT TCOPUIO «HeIpe-
Kpalaroencs HOPMAaTUBHON OLIEHKW», 1[EJIbI0 KOTOPOU SIBIISIET-
cs (GopMUpPOBAHHE Ha YpPOBHE OOIIECTBEHHBIX U DKCIEPTHBIX
JMCKYCCHH kejlaeMoro o0pasa OyyIiero u yClIOBUM ero pealiu-
3anuu. Bmecrte ¢ TeM 3Ta Mojeb MoJipa3yMeBaeT NpU3HaHUE He-
OTIPEICICHHOCTH OYyIIEro M MOCTOSHHYIO OIEHKY TEXHOJIOTHH,
obOnagaronux HempeackasyeMbiM dddexrom. B memom, «Hemnpe-
KpallarIiascs HOPMAaTUBHASI OIEHKA» SBIISIETCS MPaKTHUUYECKOM
OLICHOYHOM CHCTEMOW W MpeiaracTcs aBTOpaMHu B KaueCTBE 3a-
MEHBI «CTaTHYHBIX» ITUUYECKUX CHCTEM, OCHOBAHHBLIX Ha OOIIe-

IMPUHATBIX ITPUHIIHUIIAX.

181
Tam xe.
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Ecnu ncxoauTh U3 AbIOMAHCKOTO MOJAXOJa KaK «30JI0TOrO
cTaHzapTa» ., B KOTOPOM BOOOGPaXKEHHE PACCMATPUBACTCS KAaK
croco0 MO3HaHUS MHUpa U UHCTPYMEHT KOMMYHHUKAIlMU, TO BO3-
HUKaeT mpobiiemMa: Korja TeXHOHAyKa BTOPTaeTcsi B CUMBOJINYE-
CKH-MaTepuaibHble YPOBHH OOINECTBA, OTBEpras Wiu mpeobpa-
30BbIBasi MX, OHAa HE TrapaHTUPYET KOHTPOJIHUPYEMOCTb 3STHUX
ypOBHEH "epe3 To, 4To obemaeTcs Kak pe3ybTaT TeXHOHAYIHBIX
UHTEepBEHUUN. TeXHOJOTUN HE IPOCTO MEHSIOT COLMAIbHBIE YK-
Jaapl B 00IECTBE, OHU TaK OBICTPO Pa3BUBAIOTCSA, UTO OJHA BOJI-
Ha TEXHOJOTUH MOXKET OTpHIarh apyryto. [Ipu sTom mo3naBa-
TENbHOE KaYeCTBO «TEXHOHAYYHBIX OO€IaHuit» Oyaymux Osar
TOKE CTAHOBHTCS CIIBUTAEMBbIM, HE MOXKET OBITh YBEPEHHOCTH B
TOM, OKQXKYTCSI JIU 3TH O0OCIIaHuUs JTIOKHBIMU WIIA UCTUHHBIMHU.

Ota npobiema 0OHAPYKUBAETCS U B PA3BUTUU OMOTEXHO-
noruil. ['eHeTHYecKne TEXHOJIOTUH CIOCOOHBI MOAHSTH IETYIO
BOJIHY COIIMANBHBIX MPOTUBOPEUYUH, OJHAKO HX DJKCIEpPTHAs
OIICHKA, €CITU DKCIIEPT OTKA3BIBACTCS OT OMOPHI Ha KIACCHYECKHE
OPUHIUIBL (HAIpUMEpP, MPUHUMUIIBI OMOITUKH), CTAHOBUTCS HE
MPOCTOM 3a7aUei.

PynauMeHTarust IpUHIMITATUCTCKON CUCTEMBI OIICHKH PHC-
KOB, TaKMX KakK IPUHLHUI MPEJOCTOPOKHOCTH, OMOITHUECKHIA

IMPpUHOUITIAIIN3M, BOCIIPHMHHUMACMBIX CCTOAHA B KAaUCCTBC q)aKTO-

'82Rommetveit K., Wynne B. Technoscience, imagined publics and public

imaginations // Public Understanding of Science 2017, Vol. 26(2) P. 143.
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POB, CIEPKHMBAIOIIUX pa3BUTHE OWOTEXHOJOTHH, CBSI3aHA HE
TOJILKO C Pa3BUTHUEM HAYKH, HO U C KJIIFOYEBOM POJIbIO COIUYMA,
BKJIFOYEHHOT'O B KOHTYP TE€XHOHAYKH.

TexHOmETEpMUHUCTCKAsI TapajurMa 4YacTO OKa3bIBAeTCs
CUJIbHEE COLMANIBHBIX YCJIOBUH, (OPMUPYIONIUX TEXHOJIOTHH, a
CONPOIYLUMPOBAHUE MMOJTUTUKO-3KOHOMHYECKOTO YMPABIEHUS C
TEXHOHAYKOW CTAaHOBUTCSI CEPbE3HBIM BBI30BOM JUISI MJIEH HCCIIe-
JIOBaHUN HAyK W TEXHOJOTUH W OoJjiee MIMPOKOW COIHATBHOU
Teopuu .

C 0oHOH CTOPOHBI, 3TO BEAET K YracaHuIO U peKOoH(HUry-
panuu MHTEpeca He TOJIBKO K CIIOXKHBIIMMCS JUCKypcam, (Hop-
MUPYIOIIUM OTHOIIIEHHE K OMOTEXHOJOTHUSM U HOBBIM TEXHOJIO-
TUSIM, HO TaKXXe U K JIeaKTyadusaluu o0CyxAeHuM, chopMupo-
BaBIIMXCS B MCCIIEIOBAHUSAX HAYKU M TEXHOJOTUM U OPUEHTUPO-
BaHHBIX HAa aHAJIU3 MPUPOJHOTO U YEJIOBEUYECKOTro (haKTOPOB MPHU
Pa3BUTHHU ¥ (POPMUPOBAHUHN TEXHOJIOTHH.

Onnako, ¢ Ipyro CTOPOHBI, OOHAPYKUBACTCS TEHJICHIIUS
paccMaTpuBaTh BOOOPAKEHHUE YENIOBEKA KaK OOBEKT COIMOTyMa-
HUTAPHOT'O MCCJIEIOBAHMS, BIUAIONINN Ha (OPMHUPOBAHUE TIPEIK-
JIe BCEro OMOTEXHOJOTHYEeCKOro Oyaymiero 4enoBeka. [ToBceme-
CTHO A3TO HAXOJMUT BBIXOJl B PAa3BUTHUU MEPCOHATU3UPOBAHHOMN

MEIUIMHBI U TPAXKIAHCKON HayKH, /i€ BOOOpa)KeHHE YaCTHOTO

183 Tam xe. C. 143.
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YeJI0BEKA BIIOJIHE MOKET OKa3bIBaTh BIUSHUE HE TOJBKO HA IIPHU-
HATUE MEJIMUMHCKUX PELIEHUH, HO U IPHOOpeTaTh OpraHu3alu-

OHHBIC (I)OpMBI B BUJIC I'PAXKAAHCKHX ITAIIMCHTCKUX HBHX(GHHﬁ.
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I'naBa 6. CoumorymMaHuTapHblie KOHTYPbI OMOUJIEHTUYHOCTH

6.1. YesroBek: MONbITKA OHO-TIEPOHAIU3 AU A

KoHuenTtyanbHOE pa3BUTHE MPOEKTAa U MPAKTHYECKAs UM-
IIJIEMEHTALIMS NIEPCOHAIN3UPOBAHHON — HEPAaBHO3HAYHBIN B CBO-
€l TEOPETHYECKOW U NMPAKTUYECKOM YacCTH, CIIOXKHBIA COLIMOTY-
MaHUTApHBIA, OUOTEXHOJOTUYECKUH U OMOMHGOPMAIIMOHHBIN
(heHOMEH.

Cuntaercs'™, 4TO MEPCOHATH3UPOBAHHAS MEIHIHHA TIPH-
3BaHa PEIIMTh IPOOJIEMY HE-aJIpECHOT0, YHUBEPCAIBHOIO JIEUCT-
BUSL JIEKapCTB, MOBBICUTH AP(PEKTUBHOCTH 3APaBOOXPAHECHUS,
CHU3HUTH PACXOJIbl HA MEIUIIMHCKOE OOCITY>KMBAHHUE 32 CUET CO3-
naHusT MHQOPMALMOHHOW aHAIUTUYECKOW HHPPACTPYKTYpPHI, B
paMKax KOTOpOW OOJIBIIMHCTBO JEHCTBUU Bpaya OyJIeT MakcH-
MaJbHO LIEJICOPUEHTHPOBAHO HA PEIICHHE KOHKPETHBIX 3a/1ad U
MEHEE 3aTpaTHO JUIA CUCTEMBI CTpaxoBaHus. boiee Toro, npen-
noJiarajach CMEHa MapagurMbl OKa3aHusl MEAUIMHCKON MOMOIIU
3a CUET U3MEHEHUS NPUOPUTETOB. Tak, €Clu JOKa3aTesbHas Me-

JWILMHA PEarupyerT Ha CHUMIITOM, TO NEPCOHAIM3UPOBAHHAS MeE-

'8 Hood L., Flores M. A personal view on systems medicine and the emer-

gence of proactive P4 medicine: predictive, preventive, personalized and
participatory // New Biotechnology, Vol. 29, Number 6, September, 2012.
P. 621-622.
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JTUIIMHA 110 CBOEH MPHUPOJE AOJKHA OBITh IPOAKTUBHOM M MPEI-
BOCXHIIIATh Ha4YaJio 3a00JICBaHUH.

Mexy TeM HaM MpeJCTaBISIETCS, YTO HE MEHEE CYIIECT-
BEHHBIM JJIEMEHTOM Pa3BUTHUS MEPCOHATM3UPOBAHHOU MEIUIIN-
HbI SIBJISICTCSI MU3MEHEHHME CTaTyca MalleHTa, “OCBOOOXKICHHUE”
NanueHTa OT KIMHUYECKOH, MaTepHAIMCTCKON HHPPACTPYKTYPHI.
M Ha 3TOM IyTH BO3HUKAET JOBOJIBLHO MHOTO CJIOKHBIX, IO CYTH,
COIMOTYMAaHUTAPHBIX MPOOJIEM, CBSI3aHHBIX MPEXJE BCEro C ca-
MMM HallMEHTOM — €T0 >KEJaHUSIMHU, CITOCOOHOCTBIO OIICHMBATH
PUCKHU ¥ IPUHUMATDH PEILICHHUS.

C omHOM CTOPOHBI, MPOUCXOJAUT CHILHOE BIUSHUE OOIIIe-
CTBa Ha pAa3BUTHE TMEPCOHATU3UPOBAHHON MEIUIIMHBI, TAE CO-
[IUOTYMaHUTAPHBIE U TEXHOJECTEPMUHUCTCKUE YCTAHOBKHU JCHCT-
BYIOT KakK JpailBepbl CO3/IaHUsI BBICOKOTEXHOJIOTHUUYECKOTO U a/l-
pecHOTro 3ApaBooXpaHeHus. MI3MeHeHue craTyca MaiueHTa, mnpe-
BpaIleHNE ero B MOJHOIICHHOTO yYaCTHUKA JIe4eOHOTo mporecca
— 3TO CHUCTEMHOE H3MEHEHHE, KOTOPOE MO3BOJIUT MHEPEI0KHUTH
CYIIECTBEHHYIO 4acTh 3a00ThI O 3JJ0POBhE HA CAaMUX MAIMEHTOB
U, CJIeIOBaTEIbHO, YIPABIATh «KaK MOXKHO Menbe» >, C py-
rol CTOPOHBI, HJIes] TEPCOHATM3UPOBAHHOM MEIUIIMHBI MOYKET

CTaTh BBI30BOM OOIIECTBY, Oyayun opueHTHpoBaHa Ha Audde-

%5 dyko M. Posxnenne 6ronomurukn. M.: Hayka, 2010. C. 46.
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PEHIMAIMIO KaueCTBa U JIOCTYIMTHOCTh MEIUITMHCKONW TTOMOIIY Ha
OCHOBAHHH I'€HETHUECKUX JaHHBIX .

Crnenyer BCIIOMHUTH, YTO THUINOTE3a, HA OCHOBAHWH KOTO-
poOil mepcoHaNM3WpPOBaHHAS MEIUIIMHA CTaja pPa3BUBATHCS Ha
MIPAKTUKE, COCTOSIa B TOM, UTO JIIOJU C ONPECICHHBIMUA TCeHE-
TUYECKUMHU OCOOCHHOCTSMU Jy4llle PEearupyroT Ha HEKOTOPHIC
nekapcTBa. Tak, ¢apmakoiorudyeckas kommnanus Roche nmena B
CBOeM akTuBe JekapcTBO Xeloda, koTopoe, MOIaB B OpraHU3M,
NEPEXOANIO B aKTUBHOE COCTOSIHUE IO BO3JECHCTBUEM OIpeie-
JeHHBIX pepMeHTOB. YueHsle u3 Roche npeanonoxunu, 4ro na-
IIUEHTHI, HE UMEIONTUE OTKIIMKA Ha JIEKapCTBO, BO3MOXKHO, 00JIa-
JAI0T TIEPCOHATBHBIMU HYKJICOTHIHBIMUA TOJUMOP(PU3IMAMH, OT-
BEUAIONIMMH 3a TeHEepanuio GEepMEHTOB, KOTOPHIC HE MEPEBOISAT
JIEKAPCTBO B AKTHBHOE COCTOSIHHE = . ['eHETHUECKas IPeapaciio-
JIOEHHOCTh K BO3JICHCTBUIO JIEKApCTB ObLIa TaKXKe OIMpeecHa
st Tepientuna (Genenntech), 'momapuna (Novartis), Opiena
(Bristol-Myers Squibb).

Nnes mpoekTa MO KapTUPOBAHUIO HYKICOTHIHBIX TOJIH-

MOP(HU3MOB, KOTOPBIE OTBEUAIOT 32 WHIWBUAYAJIbHBIA OTKIMK Ha

TTomosa O.B. ITepcoHanu3upoBaHHasi MEIUIIMHA: OT TEHETU3AIUU K €Bre-
HUKE (B KOHTEKCTE€ COBPEMEHHBIX TEHACHIIUNA OMOTEXHOIOTMUECKOro KOH-
cTpyupoBanus) // Paboune TeTpamu mo 6mostrke. Boimyck 24. M.: U3n-Bo
MocTly. 2016. C. 32-33.

'87 Langreth R., Waldholz M. New Era of Personalized Medicine. Targeting
Drugs For Each Unique Genetic Profile // The Oncologist. 1999. Ne 4. P.
426.

231



JIEKapCTBEHHBIE Mpenaparhl, Obliia MojAepKaHa 1ecaTbio (papma-
KOJIOTHYCCKUMHU KOMMaHHMsAMH, B ToM uuciie Roche, Novartis u

Glaxo Welcome'®®

. Kpome Toro, nepBoHayanbHbIi 3aMbICEN ObLI
pacugpeH 0 MOUCKa MOJUMOP(U3MOB, OTBETCTBEHHBIX 33 PHUC-
K1 auadbera, acTMbl U OoJyie3HEH cepAla. DTOT BO3ZHUKIUUN W3
ombITa (haKT BKIIOYEH B 3HAUUTEIHHO OO0Jiee CIOKHBINA Mpolece,
KOTOPBIM XyJI HAa3bIBA€T «CUCTEMHOM MEIULIMHOW», UHTETPHU-
PYIOLIEN MEIUIIMHCKUE ITAHHBIE B «CETh cetei»' . OIUPALO-
Hieiics Ha CHeUalbHyI0 HHPPACTPYKTYPY, OCHOBAHHOW Ha TpPHU-
HUTApHOW HJiee B3aWMOCBSI3M OMOJIOTMH, TEXHOJOTHN U aHaJu-
TUYECKUX HHCTPYMEHTOB. IlepenoBbie OTKpBITHS B OMOJIOTUU
TPEOYIOT Pa3BUTHSI TEXHOJIOTHH, KOTOPHIE MO3BOJISIOT aHAIU3U-
pOBaTh HOBBIE TIO CBOEMY OOBEMY U COJICP’KAHMIO JaHHBIE O Ma-
LUEHTAX, B CBOK OYEepe[b HAJIWYUE 3TUX JAHHBIX NPUBOIUT K
HEOOXOJIMMOCTH PA3BUTUS AHAIMTHYECKUX HWHCTPYMEHTOB, I10-
3BOJISIFOLIMX MHTETPUPOBATHh U MOJAECIUPOBATH TE€ WUJIM UHBIE CIE-
HAPHH HAa OCHOBE THX JAHHBIX .

B nacrosmee Bpemsa B EBpone u CIILIA aktuBHO pa3BuBa-

I0TCS TIPOTPAMMBI 110 PA3BUTHIO TEXHUYECKON 0a3bl U MOMYJISIPU-

'*® Tam xe. C. 426.

"% Hood L., Flores M. A personal view on systems medicine and the emer-
gence of proactive P4 medicine: predictive, preventive, personalized and
participatory // New Biotechnology, Vol. 29, Number 6, September, 2012.
P. 614.

1% Tam sxe. C. 615.
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3alMM NEPCOHAIIM3UPOBAHHON MEIMIMHBI CpEeIu HacellieHHusd. B
EBpone 310 nmporpamma EBponenckoro anpsgHca s IEPCOHAIIHU-
supoBanHoi MemunuHbl (European Alliance for Personalised
Medicine, EAPM)"', 3anymennast B 2012 T. i momuep;kuBaemast
B Hactosiiee Bpems, B CIIIA — MccnenoBarenbckas MHULMATHBA
10 TIEPCOHAJIM3UPOBAHHON MEIUIIMHE, HadaTas MpPe3uJeHTOM b.
O6awmoii B 2015 r. Dta nmporpaMma NpeuMyIieCTBEHHO OPUEHTH-
pyeTcsl Ha OHKOJIOTMYECKHE 3a00J1€BaHus B KPATKOCPOYHOM Tep-
CIEKTUBE, HO IMpeJIoyiaraeT CBOe paclIUpeHre Ha Jpyrue 3a0o-
neBaHus. Ee uaes cocToUT B BOBJIIEUEHUHU B HMCClieOBaHUE 10 1
MWIMOHA aMEPHUKAHIIEB, JIaBIIMX COIJACUE€ HA UCIOJIb30BAaHUE
UX JaHHBIX O 3JI0POBbE M CBOUX OMOJIOTMYECKUX MaTEPHAIIOB.
[IpyyeM y4yaCTHUKH 3TOTO MPOEKTa PACCMATPUBAIOTCA HE Kak
HCTIBITyeMble, 4 B KAuecTBEe McCCieoBaTeNneii-napTaepos . Bo
MHOTOM, pa3BEPTHIBAHHE UJIEW TEPCOHATU3UPOBAHHON MEIUIIN-
Hbl COOTBETCTBYET TOMY IUIAHY, KOTOPBIM OBLI MpeiokeH Xy-

193 o 194
A0OM . HpOI/ICXO,ZII/IT «IIAPTHLHUIIATUBHBIN ITOBOPOT» B MCIAHU-

! The ethical implications of new health technologies and citizen participa-

tion // Opinion No. 29 of the European Group on Ethics in Science and New
Technologies. Luxembourg, 2016. P. 16.

2 Tam xe. C. 17.

'3 Hood L., Flores M. A personal view on systems medicine and the emer-
gence of proactive P4 medicine: predictive, preventive, personalized and
participatory // New Biotechnology, Vol. 29, Number 6, September, 2012.
P. 622-623.
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IIMHE, CBSI3aHHBIA C MAaCCOBBIM JIOCTYIIOM K MEIMIIMHCKUM TEX-
HOJIOTHSIM TIOCIIeTHETO MOoKoJeHuss. Cpeau HUX, HampuMep, BO3-
MOXXHOCTh 3aKa3blBaTh T€HETUYECKHUE TECTHl OHJIAH, MOHHUTO-
PUHT YPOBHS caxapa B KPOBH C IOMOIIbIO cMapT(OHOB, 3aKa3
KIIMHAYECKUX HCCIEAOBAaHUN TAIMEHTCKUMHU COOOIIECTBAMH,
OOBEUHSIONMINX JIIOIeH C penkuMu (GopMamu 3a00JeBaHUM, B
TOM YHUCJIC TCHETHYECKUMU 3a00JICBAHUSIMU U HHUITHAITUS STUMHA
IPYIITaMH HAYYHBIX HCCICAOBAHUH .

[lepconanu3upoBaHHasi MEIUIMHA, TaKUM 00pa3oM, OKa-
3bIBAETCA YaCThIO enle 0oJiee TI00aTbHOI0 MPOEKTa, CBSI3aHHOTO
C aKTHBHBIM yYacTHEM TPaXXJaH B CHUCTEME 3JIPaBOOXPAHEHUSI.
[Ipn 3TOM BaXHO OTMETHTh, YTO TEPMHH «Y4YacCTHUE TpakIaH»
(citizen participation), Mo cyTH, aMOUBAJIEHTEH M MPEACTABISET
U3 ce0s HEeIOCTATOYHO OIpPEACIICHHBIH B CBOEM COJACpKaHUU
KOHIIETIT.

OH BKJIIOYaeT B ceOsl HE TOJIBKO PACIIMPEHHS MAI[UEHT-

CKOH ABTOHOMMH, HO N HECXKCJIATCIIBHBIC 00s13aTeIbCTBA JJIA I1a-

OUCHTOB: OTBCTCTBCHHOCTL IMAIMCHTOB 3a CBOC 3I0POBBLC, K KO-

14 The ethical implications of new health technologies and citizen participa-

tion // Opinion No. 29 of the European Group on Ethics in Science and New
Technologies. Luxembourg, 2016. P. 11.

195Fpe6eHHlI/IKOBa E.I'. BuoconuansHbie H3MepeHus MAUEHTCKUX 00heIH-
HeHuii // dunocodcekue mpobdiaembl Onoaoruu U MeauuHbL. Boim. 11: o6pa-
3bI COIIMAJIBHOTO M BUTAIILHOTO B OMOMEIUITHE: COOPHUK cTaTell. TBeph:
Tsep. roc. yu-1, 2017. C. 152-154.
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TOPOM OHM HE BCETZIa T'OTOBBI, BO3MOYKHOCTb 3KCIUIyaTalMy I1a-
IIMEHTOB B XOJ1¢ NHUIIMHPOBAHHBIX UMH HCCIICIOBAHUI' .

OueHb BaXkHA MO3UIUSA KPYHHBIX (POHAOB, CTUMYIUPYIO-
IIMX Pa3BUTHE NEPCOHATU3UPOBAHHOM MEAMIMHBI, KOTOpask OT-
paxaer cMeHy (DyHIaMEeHTaJIbHOTO TPEHJa: MAllMeHT HAaYyWHaeT

197
, MOHHUTO-

paccMaTpuBaThCS KaK aKTUBHBIA YYACTHUK JICUCHUS
puHra 0o0Jie3HH, BHOCUT CBOM MPEJJIOKECHUS, 3aKa3bIBAET HUCCIIC-
JIOBaHUS.

3/1ech BaXKHO OTMETHUTh U HAJUYHE Y «OCBOOOKIAEHHOTO»
nanuenta cBoboawsl. Y. bepnun paznuyan aBa Tuma cBOOOIBI —
MO3UTUBHYI0O W HETAaTUBHYIO CBOOOIHYIO0 Boro. Ilo3utuBHas
cB00O/1a — MPABO MaIlMEHTa MPOXKUBATh CBOIO )KU3Hb B COTJIACHH
CO CBOMMHM xenaHusMH. HeraTtuBHasi cB0OOOJa MPOSBISIETCS B
IpaBe YeJIOBEKa B YEM-TO OTPAHMUYUTH Ce0s, OT YEro-To CO3Ha-
TEJLHO YKJIOHAThCS. W ecnu ecTh akTHBHBIE TAIIUEHTHI, HUHTEPE-
CYIOIIHECS CTpaTeTusiMi OOpPHOBI CO CBOMMH HEIyTraMH, MPUMe-
HSIOIIME MPEBEHTUBHBIE MEPhI B 00phOe ¢ OOJIE3HAMU, TO €CTh U
TaKue MaIUEHTHI, ISl KOTOPBIX YKJIOHEHHUE OT JICUEHUS SIBJIACTCS

CO3HATEJIbHBIM CBOOOIHBIM BBIOOPOM. MOKHO, KOHEYHO, CBECTH

Cro K IMpPCCICHOBAHUIO KAKUX-TO COOUAJIBHBIX W JIMYHOCTHBLIX

%The ethical implications of new health technologies and citizen participa-
tion // Opinion No. 29 of the European Group on Ethics in Science and New
Technologies. Luxembourg, 2016. P. 11.

¥7 Tam xe. C. 17.
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npedepeHIinii, To eCTh K MHCTPYMEHTAJIbHOMY MPECTaBICHUIO O
JEUCTBUAX TAITUEHTa, OTKA3BIBAIOMIETOCS OT aKTUBHOTO YUYaCTHs
B CBOEM JICUCHUH TIPH TOM, YTO €CTh BCE TEXHHUYECKHE YCIIOBUS
JUIsl Takoro ydactus. Ho Taxke ciaemyer mpu3HaTh, YTO MPUHS-
THE MMAIIUEHTOM TEX WJIM WHBIX MPUOPUTETOB — ITO MPEXKIE BCETO
JUYHBIA BBIOOp. HeratuBHasi cBOOOIa MPEOCTABISET YETOBEKY
BO3MOYXHOCTh BBIOOpA M OCHOBBIBACTCS HA OTKPBITOCTH abTep-
HATUB.

CBoOoma BeIOOpa MOJpa3yMeBaeT JIBa YCIOBUS — aCIEKT
BO3MOYHOCTH ¥ aCIIeKT mporiecca’ . BO3MOKHOCTb OMpeeser-
csl uepe3 cBoOOy: 4eM OoJIbIlie CBOOOIBI, TEM OOJIBIIIE BO3MOXK-
HOCTHU JJOOMBATKCS KEIaeMOro. ACIEKT MpoIlecca 3aKII0UaeTcs B
COXpaHEHUU MHOrooOpa3us M AOCTYIHOCTH BbIOOpa W3 pa3iny-
HBIX YCIIOBUH.

Hampumep, nmpeanosioxkum, 9To CyIeCTBYIOT TPH YCIOBHS,
IpU KOTOPBIX YENOBEK HE OyneT MpeanpuHUMAaTh Kakue-ando
NEUCTBUS: CaMOCTOSATEIBLHO CJICIAUTHh 32 CBOMM 3J0POBHEM HIIH
HET — MO0 COOCTBEHHOMY JKEJIaHWIO, OBITh BBIHYXJICHHBIM ClIC-
JIUTh 32 CBOMM 3JIOPOBBEM H3-3a IMITpadoB, KOTOPhIE HA HETO OY-
JIET HaKJIaJbIBaTh CTPAaxoBas KOMIIAHHS, €CJIU UTHOPUPYET Tep-
COHAJIM3UPOBAHHBIA YXOJ 32 CBOMM 3JI0POBHEM U 3alpeT HA TO,

YTOOBI CJICINUTh 3a CBOUM 310POBLEM IIpU ITOMOIIN CPCACTB IICP-

198 Crenpcen JI. dumocodust cBo6omst. M.: IIporpece-Tpaumus, 2015. C.
88.
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COHAJIM3UPOBAHHON MEIULMHBI U3-3a TOrO, YTO CYIIECTBYET He-
KWW 3alpeT Ha HCIOIb30BaHUE CPEICTB MEPCOHATM3UPOBAHHON
MEIUIHHBI .

Bo Bcex Tpex ciydasx MamMeHT MOXKET BBIOPATh OTKa3 Je-
7aTh Kakue-1u00 yCHIIWS 1O HCIOJIb30BAHUIO CPEJCTB, MPenoc-
TaBJISIEMBIX BO3MOXHOCTSMHU NEPCOHAIM3UPOBAHHONW MEAMIIMHBI,
HO BO BCEX TpEX CIIyyasix 3TOT BbIOOP OyJET Mo-pa3HOMY OLIEHH-
BaThCs. B mepBom ciyuae aeiicTBus manueHTa OyayT OTpakaTb
CBOOOJIHBIN BBIOOP, BO BTOPOM — 3TO OyJI€T HapyIIeHHUE MPaBUI
U PUCK TOJYyYHUTh WITpad 3a HEOPEKHOE OTHOLIEHUE K CBOEMY
3/I0pPOBBIO, a B TPEThEM — 00SA3aTEIHCTBO HE 3aHUMATHCS CaMo-
CTOSATEIHHBIM JICUCHUEM.

B HOpMasbHOM CHUTyaluu, OMMCAaHHOM B IEPBOM CIIydae,
KOTJIa HET BHEIIHUX (DAKTOPOB MPHUHYXKIEHUS, ACTIEKT BO3MOX-
HOCTH — HaJIMYUE CBOOOMBI, U ACMEKT IMpollecca — HAINYIHNE BBI-
06opa, B OONBIIMHCTBE CIIy4aeB OyAyT MJIEHTHYHBI, HO B CUTya-
UM CIUIIKOM OOJIBIIIOTO WM CIIMIIKOM WHTEIJICKTYalbHO Ha-
TPy>KEHHOTO BBIOOpA MAIIMEHT MOXET MOCYUTATh, UTO JIyYIlIe OT-
Ka3aTbCs OT CaMOCTOSITEJIbHOTO PELICHUs] U OOpaTUThCA K KOH-
cynpTanuu (Kak B mepBoM ciaydae). OgHaKo, 0OUYeHb BaKHO, UTO-

OBI IIpU 5TOM OBLTM ¥ BO3MOXXKHOCTH CAMOCTOSITEIILHOTO KOHTPO-

1 .
% 3T0T MBICTICHHBII SKCIIEPUMEHT BHICTPOCH 110 AHAIOTHH MBICTICHHBIM
skcniepumerToM Amaptuu Cena. Tam xe. C. 88.
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JIs1 32 CBOMIM 3JI0OPOBBEM, UTOOBI HE BO3HHUKAJIHN YCIOBHS BBIOODPA,
OTIMCaHHbBIE BO BTOPOM U TPETHEM CIIyUae.

[lepconanuzanusi MEAUIIMHBI BEAET K TOMY, YTO OIpeJe-
JIEHWE CTpaTeruii BhIOOpA CTAHOBUTCS VISl MAIMEHTOB IMPOoOJIe-
Moir. CylIecTByeT HCCIEN0BATENbCKUMA HMHCTUTYT IlanmeHTto-
opueHntupoBanHoro pesyibsrata (Patient Centered Outcomes Re-

search Institute>®

), 1IeJIb KOTOPOI'0, B YACTHOCTH, COCTOUT B TO-
MOILH JIFOJISIM TPUHUMATh PEIICHMS], CBA3aHHBIE C UX 3JJOPOBBEM,
C YYeTOM MEpPCOHAJbHBIX YCIOBHUM JKU3HM, BO3pacTa, 0COOEHHO-
CTEU Xapaxkrepa U T.II.

Kpome TOro, HyKHO Y4YUTBIBaTh, YTO y MALIMEHTOB HET
TUYECKON MOTHBALIUU CJIEIUTH 33 CBOUM 3JJOPOBbBEM B CUILY TO-
ro, YTO Y HUX HET COOTBETCTBYIOIIMX 3HAHUM U, CIIEIOBATENBHO,
TOPU30HTA CMBICIIA, B KOTOPOM OHHM MOT'YT IPUHUMAaTh PEILEHUS
Ha OCHOBAHMH MOHMMAaHHUS TOTO, K YeMy BEAET UX Oe3JeiCTBUE.
Ecnu Bpad NOHMMAeT 3THYECKHUE IMOCIEICTBHS CBOMX PELICHHM,
TO MAIMEHT YacTO y3HAET O HUX TOJIBKO TOT/a, KOT/la CTaJIKHUBA-
eTcsl C PaKTUYECKUMH OOCTOSITEIbCTBAMH CBOETO 3a00JIEBAHMS.

B passurtuum nepcoHanu3MpoBaHHON MEIULIUHBI, B €€ IIH-

POKOM HCTOJIKOBAHUHU KaK IIPOCKTA HapTHHHHaTHBHOfI MCIUIIH-

Hbl MOJKET BO3HUKHYTb CHUTyalus, KOTopyro ommceiBaer JK.OK.

2992022 PCORI Annual Meeting Keynote: Editor in Chief of JAMA Speaks
about Equity, Diversity, and Inclusivity in Clinical Research. URI:
https://www.pcori.org. (nara obpamenus 19.12.2017).
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Pycco: «UtoObl 00I1IECTBEHHOE COTJIANIEHWE HE CTaJo MyCTOoe
bopMaTbHOCTHIO, OHO MOJYAJIUBO BKJIIOYAET B ceOsl Takoe 00s-
3aTeNbCTBO, KOTOPOE OJHO TOJBKO MOXET NaTh CUJIY IPYTUM
00s13aTEeILCTBAM. €CJIM KTO-JIHO0O0 OTKaXXKETCSI MHOIUUHHUTHLCSI 00-
1ieil Bose, ToO OH OyJIeT K 3TOMY IPUHYKJeH BceM OpraHu3MoM,
a ’TO O3HAYaeT HE YTO WHOE, KaK TO, YTO €r0 CHJIOK MPHUHYISAT
GBITH CBOOOIHBIMY . Pa3BUTHE MAPTUIMIATHBHOM MEIHIMHEL 1
NEePCOHAIM3UPOBAHHONW MEIUIIMHBI O3HAYAeT €€ CYLIECTBOBAHME
¥ KOHKYPEHIIMIO C APYTUMH MOJENISMH OKa3aHWsI MEIUITUHCKON
NOMOIIM, BO3MOXHO, Ooiee KOM(OPTHBIMH JJis pa3IMYHBIX
rpynn nanueHToB. [Ipu 3ToM pa3BuTHE 3TUYECKOro U OMo3THYE-
CKOT'0 MHUPOBO33PEHHUS MAIMEHTCKOTO COOOIIEeCTBAa, CTAHOBSIIIE-
rocsi MapTHEPOM COOOIIECTBA BPayeOHOTO, JMOJKHO CTaTh dJie-
MEHTOM COIIMOTYMaHUTAPHOTO COMPOBOXICHUS B CTaHOBJICHUU

MEPCOHATM3UPOBAHHOW MEIUIIUHBI.

6.2. BHOCOIIMAJILHOCTD M CTAHOBJICHHE IJI00AJILHBIX CHCTEM

NMpoBCIACHUA OMOMEeAMIIMHCKHX HCCJIeJ0BaAHUN

Yewm Oo0JIbllIE U3BECTHO O TOM, KdK I'CHbI BJIMAKOT Ha 300PO-
BbC UYCJI0BCKA, )KU3HCHHLIC TPACKTOPHH H €TI0 IIOBCACHHUC, TCM

IMIOJOTBOPHEC HCIIOJIIB30BATh PC3YJIbTAThI 6I/IOMGI[I/I]_II/IHCKI/IX OT-

M Tur. mo: Ceenzcen JI. ®unocodust cBobomsl. M.: ITporpecc-Tpaauuus,

2015. C. 90.
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KPBITHI B coruanbHOi cdepe. BozmMokHOCTE 00paboTKn 60Iib-
IIUX JTAHHBIX TIO3BOJISIET CTPOUTH MACIITA0OHBIE TIPOCKTHI 31PaBO-
OXpaHEHUs, UICHTU(DHUIINPOBATH OT/EIbHBIE OOJIE3HN KaK CBOW-
CTBCHHBIEC TOW WM MHOM COLMAJIbHOM, STHUYECKOWU WU JIOKAJIb-
HOU rpymnme. B 3Tol CBsI3M BOBHUKHOBEHHE OMOOAHKOB Kak (u-
3MYECKOr0 XpaHWINIAa OM00Opa3IoB — CYIIECTBEHHOE YCIIOBUE
peanu3aluy TeHETH3alluu >KU3HU JaXke, Ka3aloch Obl, COBEp-
IIEHHO 37I0POBBIX Jto/iel. boOaHKM HE TOJBKO CTAHOBSITCS HC-
TOYHHUKOM IOJIE3HON M HY>KHON OMOMEIUITMHCKON MH(pOpMAIIUH,
HO W SIBJISFOTCSI UICTOYHUKOM PUCKOB, C HEH CBSI3aHHBIX.

Bpsin 1 BO3MOXHO paccMaTpuBaTh OMOOAHKHA B OTPHIBE
OT TEXHOHAYKH M COLIMOTYMaHUTAPHOU pedIeKCUU TeHETU3AINN
obmiectBa U OnonieHTUYHOCTH. [IpeBpaiiieHre yenoBeka B OJIOK
OononH(OpMaIuu cleayeT paccMaTpuBaTh Kak COIMOTYMaHUTAP-
HOE SIBJIEHHE, BO MHOT'OM OOYCJIOBJICHHOE CaMUM OOIIECTBOM.
Onucanue yciaoBuil (popMuUpOBaHUS IBYX pazHOHAIPABICHHBIX
JUCKYPCOB — QJApMHUCTCKOW ATHKU TEHETH3allMM YeJIOBEKa U
BIUSHUS TCHETHU3AINH, TTOHATOW B TEXHOHAYYHOUW MEPCIICKTUBE,
Ha 3TUKY —03BOJISIET MPENOI0XKHUTh, KAKOH MOXET ObITh 3THKA
IEHETU3allMK TIOCJIE€ TOr0, KaK aJlapMHU3M HAYHET TEPSITh CBOE
BITUSTHUC.

buobanku KapAMHAIBHO OTJIMYAIOTCS OT HMCCIIEIOBATENb-

CKOIro My3csd 1o CBOMM 3ajjadyaM, TEM HC MCHCC, OHHU CO3Jar0TCA
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I CXOXKHUX IIEJIEM — TOUCKA TEHETUYECKHX 3aKOHOMEPHOCTEN,
oI(pOBBIBAHUS JTAHHBIX, MOCIEIYIONIETO aHAIN3a U 00pabOTKU
uHpopmanuu. CylIeCTBEHHbIM OTJIUYUEM, KOHEUYHO, SIBIISAETCS
uccueayemas cpefa — g U3y4eHUs pacTeHU U HACEKOMBIX He
TpeOyeTcs Kakoe-Iubo coryiacue ucciaeayembix. OJIHAKO YEJI0OBEK
OKa3bIBAa€TCS MPSIMBIM 00pa3oM BOBIIEYEH B pabOTy OMOOAHKOB,
MOCKOJIbKY BBIBOJIBI, KOTOpbIE OYIyT TOJYYEHBl B pe3yJbTaTe
UCCIICIOBaHNM, CTaHyT (aKTopamu, KOTOpPbIE MOTYT OKa3aTh
BJIUSIHUE Ha OOIECTBO, a BO3MOXKHO, U MEPCOHAIBLHOTO JIOHOpA
O0nooOpa3noB. Ha ocHOBe MOdy4YeHHBIX pPE3yJbTATOB B paboTe
O0mo0aHKOB OyayT CO3MaBaThCS MPOTPAMMBI 3PABOOXPAHEHUS,
MEePCOHATM3UPOBAHHBIC ISl OTAEIBHBIX COIMAIBHBIX T'PYIIN Jie-
KapCTBEHHBbIE TIpenapaThl, YCIOBUS CTpaxOBaHUsS (HAmpumep,
BO3MOYKEH OTKa3 B CTPAXOBKE HOCUTEJISIM OTJEIbHBIX T'€HOB, C
BBICOKMM PUCKOM Pa3BUTHS ONPEACICHHBIX 3a00JIeBaHU ).
Cnenyer OTMETHUTh, YTO MEPCIEKTUBA PE3yIbTaTUBHOCTH
O0M00aHKOB HaNpsMYIO CBs3aHA C MHBECTHUIIMSIMU B BOOOpakae-
Mble Oyayiue 6yiara, KOTopble OHU TTpuHecyT. DakTop coluaib-
HOTO OKHMJIaHMSI B TEXHOHAYKE UTPAET POJIb UMITYJIbCa Pa3BUTHA,
MpU3HaHUs, 0€3 KOTOPOTO OHAa HE MOXET MOJYYHUTh MOACPKKY
obmecTtBa u ¢uHaHCHpoBaHUE. J[ake TO 0OCTOATEIBCTBO, YTO
MHOTHE yU€HBbIE HE OCO3HAIOT BIMSIHUS TEXHOHAYKH Ha WX pado-

Ty, pacCMaTpHuBasl Takhe MPOLEAYphl, KaK UH(HOPMHUPOBAHUE I1a-
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IIMEHTOB O BO3MOJKHBIX PHCKAX Kak (OPMaTbHOCTE >, BOBCE HE
MEHSIET aJTOPUTMbI CTAHOBJIEHUSI OOJBIINX TEXHOHAYYHBIX MPO-
€KTOB, JJI1 KOTOPBIX HEOOXO0IMMa JETUTUMHOCTb.

Cornacno b. Jlatypy, npoiieccbl IpUpOAbl U COIUATIBHO-
CTH HEOOXOAMMO pa3JeNsiTh, MPU3HABAs TOT (PaKT, UYTO ITU OHTO-
JIOrHdecKie (OPMbI MOMHOCTBIO OTIMYAIOTCS APYT OT Apyra .
Mexay TeM, CIUSHUE TEXHOHAyKd W TOJUTHUKH, cornacHo K.
PomMmensTBeliTY, — OMH U3 (QyHIAMEHTAIBHBIX BHI30BOB COBpE-
MEHHOMY 06mmiecTBY . [HOpHmHAas (OpMa COIMATBHBIX YKIAI0B
ABJISIETCA BCce OoJjiee BOCTPEOOBAHHOW: POOOTHI yXaXKHUBAIOT 3a
OOJIbHBIMH, UCKYCCTBEHHBI UHTEJUIEKT CTABUT JMATrHO3BI U MPO-
BOAUT IOPHUINYECKOE KOHCYJIbTHPOBAHUE, AOMAIIHUE T'€HETHYE-
CKH€ TECThI 3aCTaBIISAIOT JIOJEH MEHATHh CBOM 00pa3 u3HU. Tex-
HOJIOTHH OYKBaJbHO CPAIIUBAIOTCS C YEJIOBEKOM, HE TOJIBKO Ha
OMOJIOTUYECKOM, HO M Ha COIMAJIBHOM YPOBHE BXOJIAT B €ro
AKU3Hb. TE€XHOJIOTMYECKUI I€TEPMUHU3M BO3BpAIIAETCS, HO yKE

HE€ KaK HMHHIIMaTHuBa FOCY}IapCTBCHHOﬁ HHAYCTpUAJIHU3AllUH, a4 B

202BapXOTOB T.A., Anacanus K.1O., bpesranuna E.B., I'aBpuiienko C.M.,

PoixoB A.JL., [lIlkomoBa E.M. TexHoHayka 1 3TOC y4€HOTO: KOHTYPbI ’TUKH
0100aHKMHTA TJIa3aMHU POCCUIICKOT0 HAYYHOTO coo0IIecTBa (110 pe3ysbTa-
TaM OIpoca CHEUAINCTOB B 00J1aCTH OMOMEIUIIMHBI U CMEXHBIX BUJIOB
nestensHoctr // TIPAEHMA. Ne 4. 2018. C. 80.

%L atour B. We have never been modern. Harvard University Press, 1993.
C.27.

%R ommetveit K., Wynne B. Technoscience, imagined publics and public
imaginations // Public Understanding of Science. 2017. T. 26. Ne. 2. P. 144.
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BUJI€ KOHCTPYUPOBAHUS CPEJbl, T/Ie TEXHOHAYYHbIE MHHOBAIIMHU
ABJISIFOTCSL CUCTEMOOOPA3YIOLIUM YCIOBHEM.

buonH)XeHepHbI NOAXO K YEJIIOBEKY YacTO HE KOPPEIIH-
PYET ¢ MPUHIUIIAMHU MPEIOCTOPOKHOCTU U OModTUKU. MHHOBA-
IIMH, TIOHUMAaeMble KaK SIUCTEMHBIE CIBHIH ), IUII CBOETO pas3-
BUTHUS HYXXIAIOTCA B TOM, YTOOBI ClIOCOOOM 00OCHOBAHUS TEXHO-
HAy4YHOTO 3HAHMS BBICTYyNAJIM MPOrpaMMBbl, MPOEKThl WU YCT-
pOICTBA, MOCTPOEHHBIE HKCIEPUMEHTAIBLHO, BOBMOXKHO 0€3 yue-
Ta ATUYECKHX HOpPM. Teopus-B-IpakTUKE — 3TO KOHCTaTalMs
CJI0)KHOCTH T€XHOHAYYHOTO M HEMPEICKAa3yeMOCTh HHHOBAIIMOH-
HOTO TMPOIIECCOB U OOpaIIeHHE K MPUHITUITY «3aIlyCTH U CMOTPH,
YTO W3 ATOTO MOJYYUTCS». ITOT NMPUHIIUI HEOOXOAUM JIJIsl JIETH-
TUMAIIMU HAYKH Yepe3 MHCTPYMEHTAIbHbIN WHKEHEPHBIN MOAXO0]]
no3HaHus U JedcTBua. ['MOpuaHas TeXHOHayka MpejuiaraeT u
NOPOYKIAET PA3HOr0 poJa COLMAIbHO OPUEHTUPOBAHHBIE MPOECK-
ThI U CETH, CKOHCTPYUPOBAHHBIE U KOHTPOJIUPYEMBIE C TOMOILBIO

TEXHOJIOTUH.

6.3. buo0aHKHU: AaBTOHOMUSA M 0J1aro

YacTtpio TakoM Cpeaibl MOXKHO CUHTATh CO3JAHUE CUCTEM

O0mo6aHKoB. Mexay TeM JieruTUMalus OMOoO0aHKOB — OJIHA W3

205 Tam xe. C. 139.
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KITFOUEBBIX MpoOJieM UX pa3BuTHA. [ eHeTHUecKue TaHHbIC TPe-
CTaBJSIOT COOOW CYIIECTBEHHBIM M JIOJITOCPOYHBIA HMCTOYHHK
uHpopMaIu o yenoBeke. Hanmwune reHeTwdyecknx oOpasioB U
uX ouu(dpoBKa, HAMpUMEpP, JOCTATOYHO JTOCTOBEPHO ONMPEEISIIOT
BEpOSITHOCTH BO3HUKHOBEHHs G0JIe3HN Anblreiivepa’”, uto mpu
yTeuke MH(OpMAIUU MOXKET CYIIECTBEHHO CKa3aThCs HA TPaCK-
TOPUU KU3HU KOHKPETHOTO YeJIOBEKa €llle A0 HACTYIUICHHUS 3a-
OoseBaHMsI: BOBMOXXHOCTH y4€Obl, pabOThI, OOPMICHUN MEAU-
LUHCKOU cTpaxoBKU. KpoMe Toro, MHOrue jgroau He XOTSAT, YTO-
Obl UM COOOLIMIN MOJ00HYI0 MH(OpPMAILMIO Bpayu, HE KEIAIOT
y3HaTh €€ OT CBOMX POJICTBEHHUKOB, JHOO HE XOTenu Obl mepe-
JIaTh TaKWe CBEJIEHUS CBOUM POJICTBEHHUKAM.

OnHako NOTEHLUHAIBHO 3Ta MH(OpMaLUs MOXKET OBbITh W3-
BlleueHa u3 OmobOaHKa B JII0OOE BpeMs, 0ojiee TOro, OHA MOXKET
OBITh KCIIOJIB30BaHA JJIsl IPOTHO3UPOBAHUS BEPOSITHOCTU T'eHe-
TUYECKUX 3a00JI€BaHUI WU MPEIPACIIONOKEHHOCTH K HUM Y TO-
TOMKOB T€X, KTO MpPEIOCTaBUJI CBOM I€HETHYECKHe oOpas3lbl B
ouobank. Kpome Toro, 6mobaHKH CTAHOBSITCS OOBEKTOM KOM-
Mepueckoro mHTepeca. YacTHble OMOTEXHOJIOTHYECKHE KOMIIa-

HHUH, NIPCAOCTABIIAIONINEC YCIYI'M T'CHCTUYCCKOIO TCCTHUPOBAHUA,

206 Hamilton J. A Genetic test that reveals alzheimer's risk can be cathartic

or distressing // NPR, 12.07.2019. URL.:
https://www.npr.org/sections/health-shots/2019/07/12/740714662/a-genetic-
test-that-reveals-alzheimers-risk-can-be-cathartic-or-distressing (aara 06-
pawmenus: 31.08.2019)
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takre kKak 23andMe, mMoryt ObITh MPOJAHBI, U HCIOIH30BAHUE
TeHETUYECKUX JIaHHBIX, BXOJSIIIUX B CO3JaHHbIE UMH HH(OpMa-
IIMOHHBIE 0a3bl, MOXKET OBITh KOMMEPUECKUM.

[IpoGiiema coxpaHeHuss U 0OpaOOTKM TEHETHYECKOW HWH-
dbopmanuu MOXeT OBITh pellleHa Yepe3 aBTOHOMHOE COTJIacHe
YeJloBeKa Ha MPEeJOCTaBICHHE CBOET0 OMOJIOrMYECKOro MaTepua-
na B Ouobank. Ho kakoBa 11eHHOCTh 110JI00HOTO MH(OPMHUPOBAH-
HOTO COTJacHsl, €CIM MAIUeHT WM 3aKa3uyuK OMOMEIUIIMHCKON
YCIyTH HE JIO KOHIIAa OCO3HAET COLMANIbHbIE MOCIEACTBUS OOHa-
PYKEHHsSI TIPEAPACIIONIOKEHHOCTH K 3a00JIEBaHMIO, OOHApYKEH-
HOM 1ocite uccaeaoBanus ero/ee JJHK?

AprymMeHTOM, MOAJIEPKUBAIOIINM OMOOAHKH, MOXKET CITy-
KHUTHh 00paleHne K uee 0 TOM, YTO TeHeTHIecKast HHpopMaIus,
PaBHO Kak W OMOWHXEHEPHBINA MOAXO0/ K YEeJIOBEKY, — 3TO OJaro.
B sTom cnyuae 6maro H0DKHO MO0 COTIIACOBBIBATHCS C YBaXKe-
HUEM aBTOHOMHH, JTM00 TOMUHUPOBATH HAJl HUM.

['enetnueckass mHpoOpMalus, pacrnojiokeHHas B OuoOaH-
Kax, sIBJISIETCS HE TOJIbKO 0OBbEKTOM MCCIIEOBAaHUM U TaHHBIX, HO
U TIOTEHIIMAJIbHBIM MCTOYHHUKOM KakK BpeJa, TaK W TOJIb3BI JIJIS
NAIMEeHTOB, IPHYEM U MEPBOE M BTOPOE JOCTATOYHO HEOTpee-
JICHHO — T€HETUYECKUE TECThl MOTYT HMPUBOIUTH K OMIMOOYHBIM

JAUArHOCTHYCCKHUM BBIBOJaM, N30BITOYHOM AUAarHOCTHUKC 0oes-
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Heif, He MMEIOIMX KIMHMYECKOr0 MOATBePKICHUS . DTa aMbu-
BaJICHTHOCTh HE ITO3BOJIICT PAacCMAaTPUBATh T'C€HETHYECKYIO WH-
dbopmManuio B paMKax MpsiMOTO U JIOKa3aHHOTO OJara, a ciieoBa-
TEJIbHO, W TATCPHAJIN3M, OTPAHMYMUBAIONINN yBaXKCHUE aBTOHO-
MUH, TIJIOXO COTJIacyeTcss ¢ OOOCHOBAaHHUEM HEI0O0POBOJIHLHOTO
cbopa 6Gromarepuasos.

C npyroit cTopoHbsl, 6MO0AHKH MOTYT UHTEPIPETUPOBATH-
Csl KaK UCTOYHHUK BEPOSTHOTO Oyiara — MOJIOKHUTEIBHBIX PE3yJIb-
TaTOB OMOMEIUIIMHCKUX HCCIETOBAaHUM M OOpPabOTKH JaHHBIX,
KOTOpPBI€ MPUHECYT OOIIECTBY Ojaro B OyayiieM. B cBsi3u ¢ atum
JUTSI JIETAJIbHOTO HAabopa mMaTepuaiioB B OnobaHku TpeOyeTcs Jin-
00 moJyaucCKpeTHas, Ju0o HG,HI/ICerTHaSIZOS MOJICNIb YBaKCHHS
ABTOHOMMH.

[TonmyauckperHass MO/EIb COOTHOIIEHUS YBa)KEHHS aBTO-
HOMHH U 0J1ara UCXOJIUT M3 TOTO, YTO aBTOHOMHUS M OJIaro He J0-
MUHUPYIOT TI0 OTHOIICHHUIO JPYT K APYTY, & HAXOMATCS B KOppe-
JSAIUM IPU MaKCUMyMe HH(pOpMaIiu, JOCTYITHOW I TaIlUeHTA.
K momynuckpeTHOW MOIETN MOXHO OTHECTH MSTKHH TaTepHa-

mu3M (soft paternalism), koryia 3a marMEHTOM COXpaHSETCsl BEIOOD

297 Weiner K., Martin P., Richards M., Tutton R. Have we seen the genetici-
sation of society? Expectations and evidence // Sociology of Health & Il1-
ness. Vol. 39. No. 7. 2017. P. 996.

2% Cohen S. The logic of the interaction between beneficence and respect
for autonomy // Medicine, Health Care and Philosophy. 2019. V. 22. No. 2.
P. 297-304.
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IpeInoYTeHUH, peodiaianne aBTOHOMHOTO BBIOOpa Hal Oy1arom,
K KOTOPOMY CTPEMHTCS Bpay, pallMOHATIBHBIN MaTePHAIN3M — CO-
XpaHeHHe cBOOOBI BHIOOpA CpelIrd MHOXKECTBA BO3MOKHBIX ClIe-
HApHWEB, YUYUTHIBAIOIINX KaK COXpaHEHHUE 370POBbS MAlMEHTa, TaK
U ero npennouytenus. Kpome Toro, kK 3Toil MOEIH MOKHO OTHE-
CTHU U BBIOOp, CBSI3aHHBIN C OrPaHUYEHHBIMH BO3MOXHOCTSIMU T1a-
[IMeHTa BOCIPUHUMATh W OIEHUBAaTh HWH(OpMaLWio, mpu ¢op-
MaJIbHOM COXpaHEHHWU aBTOHOMHH MHallMeHTa, ero BBIOOP CBS3aH C
¢dopmoii penpezeHTanuu Ojara, KOTOpas UCXOJIUT OT UCTOYHHUKA
uH(OPMALIHH — Bpaya, YUEHOTo MM mabmka .

Henuckpernas Mojenb aBTOHOMUU U Ojara mojpa3yMeBa-
€T OTCYTCTBHUE pa3JelIeHUs] MEXKIy OJIaroM M yBaKCHHEM aBTO-
HOMHU. B ee KOHTeKcTe Bce, YTO BHIOMPAETCS aBTOHOMHO, YK€
ecth Oxaro. [TogoOHbI TMOEpTapuaHCKUl TTOAXO0M K OIpesaerie-
HUIO OJara 4acTo CBSI3BIBAIOT C aHT@XUPOBAHHOCTHIO HOBBIMHU
OMOTEXHOJNIOTUSIMH, OMOXaKHHTOM, YJIy4IlIEHHEM dYeloBeka. Me-
KTy TeM B TOM Cllydae, €ClIM aBTOHOMHS JUCKPEIUTHPOBAHA,
oHa OyJeT onpeaensThes yepe3 0s1aro, MOHUMAaEMOe Kak 3/10pO-
BbE, BEpPHEE, UEPE3 €r0 BOCCTAHOBIIEHUE, KAK yCIIOBUE JEUCTBUS
aBTOHOMMUH.

MOo>KHO MPEAnoNoKUTh, YTO COTJIACHE Ha XpaHEHUE U 00-

paboTky mHpopmaIuu B OM0OaHKaxX JTOJDKHO HAXOAUTHCS TIE-TO

2Ibid. P.3.
247



Ha TPaHULE MOJYJIUCKPETHON MOAENM MPUHATHS PELICHUS, 10-

MyCKaroUed UHTEPNPETANI0 COOTHOIICHUSI Ojlara U yBa)KCHHS

ABTOHOMHWH, ¥ HEJUCKPETHOW MOJIEIH, T/ie OJIaroM SIBIISIETCS BCE,

YTO BO3HHMKAeT M3 aBTOHOMHUHU. OJIHAKO €CIU HEKOTOpbhIE T'€HbI

MOTYT OBITh CBSI3aHBI CO CTIOCOOHOCTHIO MTPUHUMATH ABTOHOMHBIE
210

peUmICHuA , TO BBIABJIICHHC 3THX I'CHOB IIPCABOCXHIIACT CaMy

BO3MOKHOCTb aBTOHOMHOTO PCIICHUA.

6.4. 'eneTn3anus 1 ONOUICHTHYHOCTH

[TepBoHavaibHO TE€HETU3ANMS paccMaTpUBAIACh KaK «(u-
Jocodckasi HHTEPIPETAIIUS CaMOTIO3HAHHUSI COBPEMEHHOM JKU3HU
4eNoBeKa M KYIbTYphD» = CUMTANOCH, YTO JTIOAH OOBEIUHSIOTCS
B TPYMIIbl HA OCHOBAaHWUHU HJACHTHUYHOCTEH, CHOPMUPOBAHHBIX HC-
X0l U3 OOIIMUX TEHETUYECKUX PUCKOB WJIM Ha OMOJOTHUUECKOM
OCHOBAaHWH, U ATH TPYIIBI aKTUBHO (OPMHUPYIOT OMOMEIUIIMH-
CKME WCCIENOBAHMS WM MPAKTHKA . AHAIN3 MyOIMKALHOHHOM
AKTUBHOCTH TMOKA3bIBAET, YTO OKUJAHUS U OMACCHUS, CBA3AHHBIC

C TCHCTHUYCCKHUMHN HUCCICOOBAHUAMU H 6HOT€XHOHOFI/I$IMI/I, KOTO-

219 Rakié V. Genome Editing for Involuntary Moral Enhancement // Cam-
bridge Quarterly of Healthcare Ethics. 2019. V. 28. P. 47.

I Weiner K., Martin P., Richards M., Tutton R. Have we seen the genetici-
sation of society? Expectations and evidence // Sociology of Health & Il1-
ness Vol. 39 No. 72017 ISSN 0141-9889, pp. 989-1004. P. 992.

*"? Ibid. P. 5
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pble MOKHO paccMaTpHBaTh KakK 3JIEMEHThI T€HETH3allUH, OKa3a-
JIMCh HE CTOJIb OJHO3HAYHBIMU. ['€HETHUECKHME MEXaHU3MbI pac-
NPOCTPAHEHHBIX 3a00jeBaHMil (Hampumep, auadbera, MyKOBHC-
U703a) HE Jal0T OINPEIECICHHOr0 MPEJCTaBICHUsI O OOJE3HH,
MPUTOAHOTO IS peanu3ald B KIMHUYECKOW MpakTuke. | 'eHe-
TUYECKas perpe3eHTanus 00Jie3HeH MOXKET HE KOPPEIUPOBAThH C
KJIIMHUYECKON KapTHUHOW: OMpeIesIeHHs 00JIe3HEeH, MpeiiaracMble
UCCTIEIOBATENSIMU U BpauyaMH, HEe UACHTUYHBL. [lonbITKK co3aaTh
HAa OCHOBE TE€HETUKH pEeNpe3eHTaIlMu pac W 3THOCOB (adpo-
aMEpUKaHCKOM, eBpEICKO) TaK)Ke HE YBEHUYATHUCh YCH6X0B213.

Mexny TeM MIUPOKUN ACCOPTUMEHT T€HETHYECKUX TECTOB,
Tepanui ¥ TEXHOJOTUN YIy4IlIE€HUsI, BOSHUKAIOIINX B PE3YyJIbTaTE
peanu3aluu MHTEPEeCOB OMOTEXHOJIOTMYECKUX KOMIIAHHUM, OCTa-
€TCs BOCTpEeOOBAaHHBIM OOIIECTBOM, Yeil 3ampoc Ha MOJ00HbIE
F€HETUYECKHUE TECThI TAK K€ HEJIb3S1 OTPUIATD.

C Touxu 3penust K. Beiinepa u P. Tarrona, uaes reHeTu-
3allMd HE TIOTEPsIIa CBOKO AKTYaJIbHOCTh M MPOJIOJHKAET pean30-
BBIBAaThCA KaK CMelleHHe (pokyca K 0ojee CII0KHOMY M TUHAMHU-
YECKOMY TPEJICTABIICHUIO O 00JIe3HU. Y KpeIJIeHUE TeHETHIECKON
napajiurMbl, JENAlONIe aKUEeHT Ha CIIOKHOCTh, 3aTMHUJIA HAWB-

o < 214
HBIM I'CHCTUYCCKHUN ACTCPMHUHNU3M .

213 Tawm xe.
214 Tam xe. C. 12.
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He menblniee BiMsiHME TEHETH3aIMs OKAa3bIBAET U Ha OWO-
UJICHTUYHOCTh, MPUYEM B TOM XK€ KIIOUE — YEPE3 YCIOKHECHUE
KOHIICTIIIUA OWOUJIEHTUIHOCTH U PA3BUTHE TUHAMHYHON U «Te-
Kydeil» HaeHTHYHOCTH . BO3MOXHOCTH COBPEMEHHON GHOMe-
JULHBI TTO3BOJISIIOT OTYETIIUBO MPOCIEINUTh, KaK NEPCOHATbHAs
VCTOPUSI NIEPEXOIUT B MATEPUATIBHOE TEJIO B MPOLIECCE KU3HEH-
HOT'O OMbITAa ¥ TIOJIy4aeT CBOE OTPAKEHUE B T€HAX.

TpaaumonHas OMOUJIEHTUYHOCTh — 3TO OTIIEYATKHU Majlb-
LI€B, AHAJIN3 CTOMATOJIOTMYECKUX KAPT, CKAHUPOBAHUE IJIa3HOM
PETUHBI, PACIIO3HABAHHUE T0OJI0OCA U MaHepa MOoXoAKU. s ompe-
JIEJICHUSI TIEPCOHAIIBHOM WIAEHTHYHOCTH AKTUBHO HCIOJIb3YETCS
reHeTuka. ['eHaepHas uISHTUYHOCTh U CEKCyallbHasi OpUECHTALIHS
3amporpaMMUPOBaHbl YK€ B (PETaTbHOM MO3T€, KOPPEIUPYIOT C
YPOBHEM TECTOCTEPOHA U HE 3aBHCST OT COLHATBHOIN CPebl ..

Mexay Tem cTaThueckass MOAEIb UJICHTUYHOCTH MOXKET
OBITH MpOOJIEMaTH3UPOBaHa. MHOTHE MOKA3aTEH YEI0OBEYECKO-
ro Tejla, TaKME€ KaKk UMMYHHasi CUCTEMa, MEHSIOTCS B MPOIIECCe
*u3HU. [IpoTennsl, oTBEUarONIe 32 UMMYHHBINA OTBET, IEMOHCT-
PUPYIOT «KpaifHe BBICOKHI YpOBEHb (DEHOTHUIIUYECKOW pazIudu-

MOCTH, W [BCIEJICTBHE ATOTO]... HMMYyHHBbIE (PEHOTUITUYECKHUE

21> Wiesea D., Escobara J. R., Hsua Y., Kulathinalb R. J., Hayes-Conroya A.
The fluidity of biosocial identity and the effects of place, space, and time //
Social Science & Medicine. 2018. V. 198. P. 46-52.

216 Tanm xe. C. 47
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XapaKTePUCTUKU SIBJSIOTCS HAWIYUYIIUMU JUJISL PA3JIMUYCHUS BYX
HHHHBHﬂy&HBHOCTeﬁ>>217.

Ilepconanu3upoBaHHass METareHOMHMKA W SMUTEHETHKA
TaK)Xe COTJIaCyeTCs ¢ PeISIIMOHHON KOHIIENIIUEeH OMOIOTUIECKOM
UJIeHTUYHOCTU. HampaBiieHue B METareHOMHUKE, B KOTOPOM pac-
CMaTPHUBAETCS «CIOCOO OMpEJIEICHHs U aHaJIN3a TEHOMOB IIEJTBIX
MUKPOOHBIX KOMIIJIEKCOB, CBSI3aHHBIX C KOHKPETHBIM HOCHUTE-
nem»”'® 1aeT HOBOE MPEACTABICHHE O JUHAMHYECKOM BIMSHHH
MmecTa (reorpaduyeckoM) U BpeMeHH (MCTOPUYECKOM) Ha COCTaB
BHYTPEHHETO W BHEIIHEro MUKpoOumoma uyenoBeka. Mcciemona-
HUE OJM3HENOB JIEMOHCTPUPYET, YTO MOHO3UTOTHBIE OJIU3HELBI C
unentnyHoi JJHK oTnmyaroTcsa apyr ot apyra, €ciid paccMaTpu-
BaTh MUKpPOOHBIN cocTaB Onu3HenoB. Tonbko 17% BuaoB Gakre-
puii B pexanusx UACHTUYHBI ISl OJIM3HEIIOB U TTOJHOCTHIO OTJIH-
YaI0TCS OT 0OPA3IIOB, B3SITHIX Y HX MAaTEpH .

buonornueckass WAEHTHUYHOCTh CBSI3aHA C COLIMAJIBHOU
UJICHTUYHOCTBIO M TEpPCOHANIbHOW Oumorpaduei, To ecTb ¢ He-
OMOJIOTUYECKUMHU aCTEKTaMHU JKM3HU KOHKPETHOI'O YEJIOBEKA.

I'eneTuka mo3BoisieT YBUACTH OHTOJOTHUYICCKOC B3aHMOI[eﬁCTBHe

OMOJIOTMYECKOTO U COMMAJIbBHOTO KOMIIOHCHTOB M aHAJIU3UPOBATH

217
Tam xe.

218 Tam xe. C. 48.
219 Tam XKe.
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NPUYUHBI UHIUBUYaJIbHBIX HAPPAaTUBOB, CBSI3bIBAasl UX CO CPEJIO-
BbIMU (PaKTOpaMU yke Ha OObEKTUBHOM SI3bIKE.

bnaro Tenmepb MOXHO MpENCTaBUTH HE TOJBKO Ha SI3BIKE
ITHKHU KaK JOJHKHOTO MOPAJBHOTO MMIIEpaTHBA, ACOHTOJIOTHYE-
CKOTO WJIH KOHCEKBEHIIMATUCTCKOTO (MMEHHO 3TH JSTHYECKHE
MOJIEN JOMUHUPYIOT B OMO3TUYECKUX AUCKycCcUsX). OObEeKTHUB-
HBIN S3BIK SMUTEHETHKH PEMPE3CHTUPYET, KaK OTPAKAIOTCS pas-
JUYHBIEe 00pa3bl KU3HHU, reorpaduyeckoe pacroyioKeHue, Kiu-
Mat, npodeccus Ha ¢eHotune, a GEeHOTUN BIUIET HA OOJE3HU U
noBeieHNe .. PHCKM Takoro reHeTW3HPOBAHHOTO IIPeICTaBIIe-
HUS 0 Onare CBsI3aHBl C BO3MOXKHOCTH MOJEIUPOBATH JUYHYIO
COLIMAJIPHYI0 W MEIUIIMHCKYIO TPACKTOPUM B Pa3IUYHBIX KOH-
TEeKCTaX-NaTTepHAX — MabIoHaX, KOTOPbIE MOTYT ObITh C(HOPMHU-
POBaHBI 32 cYeT 0OpPaOOTKMU OOJIBIIUX CXOJHBIX MO CBOEMY KOH-

TCKCTY '’CHCTUYCCKUX HTAHHBIX.

6.5. BHOMIEHTHYHOCTH U F'eHEeTU3AIMA ITUHKH

I'enern3anusa, KaKk W reHeTudeckas OHOMICHTUYHOCTL B
1[EJIOM, TIOJIBUTAET HCCieaoBaTeneii paboTarh ¢ OOJBIIMMU WH-
(dhopMaIMOHHBIMA MAaCCUBAMHU W M3MEHSCT IPEACTaBICHUC O Ye-

JIOBEKE KaK O palMOHAIIbHOM cyOBbekTe. B koHIenuu Tekyuen

220 Tam xe. C. 49.
252



OMOUJIEHTUYHOCTU YEJIOBEK PACCHIMAETCS HA MHOMXECTBO TOJI-
(bparMeHTOB, KaXIblil U3 KOTOPHIX MOXKET ObITh UHTEPIPETUPO-
BaH W CIPOTHO3MPOBAH MPU HAIMYMUU PAOOTAIONIUX TeHETHYE-
CKHX TAaTTEPHOB, HAXOASIIUXCS B KOPPEJSIIIUU C Pa3IUIHBIMHU
COIMAJIbHBIMU TaTTepHaAMU. [lOIIMHHOCTH 3TUX YTBEPXKIACHUE
MOKET OBITh MOCTAaBJIEHA O] COMHEHHE, TOYHO TaK ke, KaKk u
FeHeTHYECKH HHCIHPUPOBAHHBIE MOIEIH GOIE3HeH ', HO TeM He
MEHee TIPH HAJTMIUH JIOCTATOYHON MOTHUBAIIMH, OHU MOTYT OBITh
BKJIFOYEHBI B CUCTEMbI IPUHATHS pemeHuid. [1o cyTH, BO3MOXKHO
dbopMupoBaHUe HOBOW KOHIEMIIMK 3J0POBbSl U COIlMyMa, T'eHe-
TUYECKU JUBEPCUDUIIMPOBAHHON U TUTUTAITM3UPOBAHHOM.
CoBpeMeHHbIE UCCleI0BaHMs U TTpaBuiia Habopa o0pa3ioB
B OMO0AHKH TPOXOAAT MPOIEAYPY HHPOPMHUPOBAHHOTO COTIIACHS
Y BBITIOJIHAIOT HEOOXOAMMbIe TPEOOBAHUS YBAXKEHUSI aBTOHOMUH.
Takxe 04eBUJIHO, YTO MHOTHE U3 ITUX TpeOOBAaHUI BHEIIHE HO-
caT (hOpMalTbHBIN XapakTep. TeM He MeHee, cCaMO WX HaJIudue —
dakT npusHaHus aBTOHOMUU. OJTHAKO COXpaHEHHUE HE3aBHCUMO-
CTH aBTOHOMUU MO OTHOILICHHUIO K T€HETHKE UMEET TEHACHIIUIO K

npobnemartuzanuu. Vaes MopanbHOTO OMOYTyUIICHUSI OPUEHTH-

22! Weiner K., Martin P., Richards M., Tutton R. Have we seen the genetici-

sation of society? Expectations and evidence // Sociology of Health & IlI-
ness. Vol. 39. No. 7. 2017. Pp. 989-1004.
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pyeTcst Ha OMOMeIMKAIU3AIUIO0 U OTPaHUYEHNE aBTOHOMUH — KaK
I0GPOBOJIBHYIO, TAK M HEJOOPOBOIBHYIO .

CBsi3pIBaHUE ATUYECKUX HOPMATHBOB U T€HETUKH MPHOO-
peraeT W IKCIEepUMEHTaIbHbIe HOpMaTUBHBIE (opmbl. Hamuuue
ONPENEIICHHOW MHTEHCUBHOCTH dKcmpeccun reHa MAOA B He-
KOTOPBIX CyJIEeOHBIX pa30HpaTeabCTBAX CTAJ0 OCHOBAHUEM CMSIT-
YEHHS IPUTOBOPA HpeCTYmHUKaM . HU3KHil yPOBEHB JKCIIpec-
CHH 3TOTO I'€Ha aCCOLUMUPYETCS C arpeCCUBHOCTBIO MY’KUYHH, BbI-
pocmux B HeOmaromoxy4yHoul cpene. Hamportus, metu, moasep-
YKEHHbIE HACUJIMIO M 00JIaJlaolliie TeHOTUIIOM, B KOTOPOM pea-
nu3yeTcsl Bbicokas 3kcrnpeccus reHa MAOA, B MEeHbIIIEH cTere-
HH CKJIOHHBI K aHTHCOILHAIBHOMY MOBEICHHIO . DTOT Ciydaii
MOYKHO paccMaTpuBaTh Kak MPUMEP T'E€HETHU3ALHMU ITHUKHU, KOrAa
IIOBEJICHUE OLICHUBAETCS HE 4Yepe3 KpPUTEPUU NEPCOHAIBHOM aB-
TOHOMHMH, @ Ha OCHOBAaHMU T€HETUYECKUX TECTOB. ABTOHOMUS

KaK pa3 MPOTUBOIOJIOKHA O0HEKTUBAIIHH.

22 Raki¢ V. Genome Editing for Involuntary Moral Enhancement // Cam-

bridge Quarterly of Healthcare Ethics. 2019, Vol. 28. P. 46-54.

> Tbid. P. 47.

24 Caspi A, McClay J., Moffitt T., Mill J., Martin J., Craig L., et al. Role of
genotype in the cycle of violence in maltreated children. Science. 2002.
Vol. 297. P. 851-853.
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BriBoabl

B macrosimiee Bpemsi pe3yibTaThl 00paOOTKH TeHETHYe-
CKHMX JJaHHBIX, KOHEYHO, UMCIOT BIIUSHUE, OTJIOKEHHOE Ha OyIy-
mee. Mexy TeM O0M0OaHKHM Helb3d pacCMaTpUBATh Kak Cyrybo
MEIUIMHCKUMA NIeTIO3UTapuil OMoMaTepHalioB. DTHKA Pa3BUTHS
Tre€HETH3aIlMH1, BBIPAKEHHAS B COIIMOTYMaHUTAPHOM O0€CTICUCHUHU
HaTnoJIHeHUsT 0M0OAHKOB Ha OCHOBE MH(OPMUPOBAHHOTO COTJIA-
CUSl U YBOKEHMSI aBTOHOMHH, TIPU3HAHUE BCEOOIIETO COIMATBHO-
ro Osara pa3BUTHS MEIUIMHBI OCTAIOTCS KJIFOYEBBIMU (hopMamMu
JCTUTUMAIINH, OOOCHOBBIBAIOIIMMH Pa3BUTHE OMOOAHKOB, TIPEI-
CTaBJICHHUS YUYEHBIX O OMOOaHKaxX W pernpe3eHTaluy Meyie u 3a-
a4 OM00aHKOB MAlUEHTaM.

Mexay TeM pa3BUTHE HEUPOTEXHOJOTUM U T€HETUKHU JACT
OCHOBaHUE TIpeAroJiaratb, 4To OMOOAHKM MOTYT OKa3bIBaTh
BIIMSHUE HAa CTaTyC aBTOHOMHH B 3THKE (F€HETHYECKOE MAapKU-
pOBaHME TMEPCOHATBHBIX CKJIOHHOCTEM K arpeccuu, SMIIaTHUH),
OTpaXXaTh TPYIIBI OMOUACHTUYHOCTEHN, CBSI3aHHBIX C PA3JIMYHBbI-
MU reorpaduyecKuMH, COIHAIBHBIMA M TPO(ecCHOHATBEHBIMU
JoKauusMu. SIBjeHue, KOTOPOe€ MOKHO 0003HAYUTh KaK M€HETHU-
3a1usl 3TUKHU, — 3TO YCTAHOBJICHUE B3aMMOCBSI3H T'€HOB U COIU-
ANBHBIX TPACKTOPUHN NJISi MCCIIEyEeMBbIX OOBEKTOB U PACKPHITHE

BJIMSAHUA OKCIIPECCCUN OTACIBbHBIX IT'CHOB Ha IEPCOHAJIBHBIC ITPCI-
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IMOYTCHHA, a 110 CYTH — Ha JIMYHOCTHYKO aBTOHOMMHIO, KOTOpasa

ABJIACTCA KIIIOYCBBIM HHCTUTYTOM COBpCMeHHOfI OTHUKH.
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3AK/IIOYEHUE

B mpenmnaraemoit ynTatento MOHOTpapUU MBI TIPEATPHHS-
JIY TIOTIBITKY TMOKa3aTh BIMSHUE OMOCOIMATIM3AIMU M TeHEeTH3a-
[ HAa COBPEMEHHOE OOIIECTBO HA MPUMEPE CO3/IaHUS MAIIUEHT-
CKHMX Tpym, (OHIOB, HU(PPOBLIX COOOIIECTB Kak (HopMm Trpaxk-
JAHCKOW camoopranuzaiuu. He orpannuunBasice nmpo0ieMaTukon
OMOCOLIMAIBHOCTH, MBI TAKX€ MOMBITATUCh OOBSICHUTh BO3HHUK-
HOBCHHE MHIWBUIYATbHON U KOJUICKTUBHON OMOMICHTUYHOCTEH
U3 MoclenoBaTebHONM pedieKCuBHOM TpaHcpopmaruu OMoJio-
TUYECKOTO 3HAHUS B OOBSICHEHHUE COIMOTYMAaHUTAPHBIX (peHOME-
HOB B MEXJIUCIUIUTMHAPHBIX MTOHATUIX OMOATUKH U punocoduu
Hayku. Bce mepeuuncnennbie ()eHOMEHBI SBIISIIOTCS KIIOUEBBIMU
KOHIICTITYJIbHBIMU TOPU30HTAMU COBPEMEHHOW OHOMEIUIINH-
CKOM T€XHOHAYKH, TJI€ Pa3BUTHE TEXHOJIOTMU HE TOJIHKO BCTpPOE-
HO B CETh COLMANIbHBIX OTHOIIIEHUH, HO U MOJy4aeT OT 0o0IlecTBa
NpSIMYI0 TIOJJICPKKY KaK ¢ TOYKH 3PEHHUS COMPOAYLHPOBAHUS
3HAHUS, TaK U MPU3HAHUS U TIO/JICPIKKH.

[TaneHT U ero CIIOXKHBIN OIBIT MPOKUBAHUS COOCTBEHHO-
ro 3a00JieBaHUsl, €ro OJU3KUE U BOBJICUCHHBIE JIMLA (POPMUPYIOT
JTUHAMHUYECKOE MpeACTaBlIeHUE O0JE3HH, I€ €€ IK3UCTEHIIUAIb-
HBII CMBICJ TIEPECEKAETCS C COLMAIbHBIM, CO3/1aBasi JOKYChI aK-

TUBHOCTH, HAalpaBJIEHHbIE HA OOPLOY CO CTpaJaHUEM U €ro KoJi-
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JIEKTUBHOE TpokuBaHue. buoconumanuzainusa, oObeAMHEHUE Ta-
[IMEHTOB Ha OCHOBE OMNpPECICHHBIX T€HETUUECKUX MYTaIlui WU
o JIPyruM OUOJOTHUYECKUM IMPHU3HAKAM, SBISETCA MPUMEPOM U
0CcO00M YS3BUMOCTH TMAIMEHTOB M WX OJM3KUX, U MPEKpPacHOM
WJUTIOCTPAlME€N UX HEBEPOSITHOM CTOMKOCTA U COMPOTHUBIICHHS
00J1e3HH1, HEBO3MOXKHBIM 0€3 0O0BEMHEHUS yCHITUN.

Bosne3nb CTaHOBUTCS MHIIEHBIO BO3JICUCTBUS Pa3TUUYHBIX
dbopM comumaabHON COMMAAPHOCTH. boee Toro, Bce cCuibHEe 3a-
SBJISIET O ceOe SBIIEHHUE, KOTOPOE YCIOBHO MOXKHO 00O3HAYHTH B
KaueCTBE AMUCTEMOJIOTHUYECKOT0 MOJIyca MalMeHTCKON conuap-
HocTH. Peub mumer o deHOMEHe, PaCKPHIBAIOIIEM BIUSHUE Pa3-
JUYHBIX (POPM MAIUEHTCKOW aKTMBHOCTH Ha COBEPILICHHE TPO-
PBIBOB B TUATHOCTUKE W JICYCHUU, MPOBEJICHUE KIIMHUYECKUX HC-
CJIEIOBaHUM, pa3BUTHE HOBBIX (HEaKaJAeMHUYECKUX) (HOpM MOy-
YEHUS 3HAHUS U Pa3BUTHE HOBBIX CITIOCOOOB OpraHU3alliUd HAYKH,
B LIEJIOM.

PazButHe 0COOBIX AMUCTEMOJIOTHUYECKUX PEKUMOB, B KO-
TOPBIX B MPOIIECC MOJYUYCHUSI 3HAHUSI BOBJICKAIOTCSl KaK YUCHBIE,
Tak 1 HeTPo(heCCHOHANbI, CBA3aHO C IEMOKpaTH3aIlieil mporecca
MOJTyYEHUSsI 3HAHUM.

[1. PaGunoy, mpeackaspiBasi B CBS3M C Pa3BUTHEM T'CHETH-
KU TOSBJIEHUE HOBBIX IPYNIOBBIX U WHIUBUAYAJIbHBIX UIECHTUY-

HOCTEH M MPAKTHK, YKa3bIBAJ, 4TO «Y TakuX rpynn OyAyT CBOU
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CHEIUATUCTBI-METUKH, JTa00OpaTOpUU, HAPPATUBBI, TPAIULIUUA U
TUTAHTCKOE€ MHOXXECTBO 3a00TSIIMXCSI O TOM, YTOOBI MOMOTaTh
UM TIepPEXKHUBATh, JACIUTHCS, BIUITh HA CBOIO CyAbOy M «OCO3HA-
BaTH» €e» .

[TameHTcKas COMUAAPHOCTh MPOSBUIIACH TAK)KE B 0COOOM
BIUSIHUMA Ha (POPMHUPOBAHUE HAYYHO-UCCIIENOBATEIHCKON TMOBE-
CTKH, pa3BUTHE 30H OOMEHa 3HaHWEM M HH(oOpMaIuen, TO eCTh
peanu3aiy 3MUCTEMOJIOTHYECKON HaJekK bl Ha MPOPHIB B HAr-
HOCTUKE W JICYEHUU HE TOJIbKO HAa YPOBHE aKaJeMHYECKOM Hay-
KM, HO U NpodaHHBIX MHUIMATHUB, OJjarojaps akTUBHOCTU He-
npodeccruoHanos.

DeHOMEH COJIMJIAPHOCTH CHOCOOCTBYET Pa3BUTHIO MAllM-
€HTCKOM AaKTHUBHOCTH, C OJIHOM CTOPOHBI, U NEPEOINPECIICT
MPOLIECC Pa3BUTHS HAYyKH, C APYroM, IPUBHOCS B HEE rpa)aaH-
CKO€ y4aCTH€ W 3MOIMOHAJIBHYIO BOBJIEUEHHOCTh. OH MPOTUBO-
CTOWT HETaTHBHBIM (pOopMaM TeHETHU3AIluH, 3aMBIKAIONEM YHH-
KaJIbHOE YE€JIOBEUYECKOE CYIIECTBOBAHUE B KaTEropHusix «0o0je3-
HEHHOTO» U «IAaTOJIOTUYHOr0», COPTUPYS MAIIMEHTOB HE TOJBKO
0 MEJIUIIMHCKUM, HO U B KOHEUHOM HUTOTE 10 3THYECKUM KpPHUTE-
pHSM.

NurepecHo otmeruth, 4To BBeAeHHOE I1. PabuHoy moHs-

THC ((6HOCOHI/IaJ'ILHOCTI>», KOTOPOC OH IIPOTHBOIIOCTABIIAI CO-

22> Cm.: PabuHoy M. CoLnobronorus v brocoLmansHocTs (nep. ¢ axra. 1.5, t0guHa) // Ye-

nosek. 2019.T. 30. Ne 6. C. 12.
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1IMOOMOJIOTHY, YKa3bIBasg Ha TEXHUYECKOE MpeoOpa3oBaHUE MpPHU-
pojbl (TO €cTh OTpuIlasi MOCTpOeHHE OOIeCTBA Ha €CTECTBEH-
HBIX, TIPUPOTHBIX OCHOBAHUSX, KAK 3TO XapaKTEPHO ISl COIMO-
GHOIOrHI™> 0KA3aI0Ch OMM3KUM (YHIAMEHTY COLMOOHOIOTHH
Oyiarogapsi KJIFOYEBOW XapaKTEPUCTUKE, OMUCHIBAIOIIEH MPUHITUIT
OpraHu3alyy COUMAIIBHBIX YCTPOWCTB B JKMBOW MPUPOJIE, - COJIU-
JTApPHOCTH.

ConmmapHasi caMOOpraHu3aIys, B3aNMOIIOMOIIh ¥ B3aWM-
HBIM aJIbTPYU3M OIMUCHIBATIACH KAK B PaMKax KOHIICTIIUI YBOJIO-
IIUOHHON 3THKU U cormobuosorun 19-20 BB. (BCOMHHUM, Ha-
npumMep, o mpuHunumne p3zaumornioMmoiu I1.A. KpomoTkuHa wim
B3aMMHOI0 aJIbTpyu3Ma J. YUIICOHA), TaK U XapaKTEPHU3YIOT CO-
BPEMEHHBIM MPOIECC PA3BUTUSI COBPEMEHHBIX OHMOCOIMATBHBIX
TPYIII, TOSBIEHUE KOTOPHIX OBLIIO 00YCJIOBICHO Pa3BUTHUEM TEX-
HOHayKu. [TocTenneHHO OHM CTAHOBSTCA BaKHBIMU aKTOPaAMH CO-
BPEMEHHOUN OWOIONUTHKYA W OpTraHW3aIlii HayKH, CIIOCOOCTBYS
JEMOKpAaTH3allui  HayKd, MOJU(UKAIIMKU HCCIIEI0BATEIHCKUX
CTPYKTYp U HAYYHOTO 3TOCA, OMPENEIisisl CBOE€ pa3BUTHE uepes
COJIUJIAPHOCTh, OECKOPHICTHE, ATBTPYU3M U B3aUMOTIOMOIITb.

N3 ocosznanuss OMOCONMAIBHOCTH Kak 0CO0Oro B3aWMO-
JNEUCTBUS MAlMEHTOB W MEIMIIMHCKOTO COOOIIECTBAa CKJIAJbIBa-

CTCsA HOBOC ITOHMMAaHHUC YCJIOBCKA, KAaK TGH&/COHI/IYMa, CBJ3aHHO-

226 PabuHoy M. Coumnoburonorna n buocoumansHocTb (nep. ¢ aHra. I.6. K0guHa) // Yenosek.

2019.T.30. Ne 6. C. 8-26.
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r0 MHOXECTBOM OMOJOTHYECKUX MapKepoB, (HOPMUPYIOMIHX
OMOMICHTUYHOCTh KaXKJIOTO OTIEIBHOTO uejoBeKka. B orimune
OT CTaTUYECKOW WICHTUYHOCTH, MO3BOJISIONICH UACHTH(PUIIUPO-
BaTh YeJIOBEKa MO ero ouomarepuanam, OMOUACHTHYHOCTh — 0O0-
jee IUPOKOE MOHATHUE, CBS3aHHOE C YHUKAJIBHOW UCTOPUEU Ye-
JIOBEKa: HE TOJIBKO C €r0 00pa3oM >KM3HU, MUTaHUS U poja Jes-
TEIBHOCTH, HO M IIIMUPE — €0 MPEAMOYTCHUSIMHU M JIMYHBIM BBIOO-
pOM, B TOM YHCJIC, CBI3aHHOM C aKTUBHBIM y4acTHEM B (pOPMHU-
POBaHUU CBOEH OMOUJEHTUYHOCTU. ITO TEPMHUH CETOJIHSA TOJIBKO
OCO3HAETCSl Ha TIEPEeCEYCHUH TEeHETUKU, OMOITHUKH, MEIUIIMHBI.
Me:xy TeM OCHOBHOE COJIEpKAHHME 3TOTO MOHATHE — TIOHUMAaHHUE
COLIMAJIbHOTO HE HM30JIMPOBAHHO, B KA4eCTBE COIMOTYMaHHUTap-
HOTO HappaTHBa, a B paMKax OWOJOTU3UPOBAHHON TEIECHOCTH,
HEPa3phIBHO CBI3aHHOM C OOIIECTBOM M 00pa30M >KU3HH. Takoi
MIOJTXOJ] HECeT B ceOe OoJyiee OTBETCTBEHHOE OTHOIICHHE K TEIy
YeJloBeKa HE TOJBKO CO CTOPOHBI YUEHOTO, Bpaya, UCCie10BaTe-
JI51, HO ¥ K&KJI0TO OTACIHFHOTO OTJCIBHOTO YelI0OBEKa, 000CHOBHI-
Bas MIPaBO OOIECTBA yUYaCTBOBATh B ATHUECKOM OLIEHKE Pa3BUTHUSA
OMOMETUITMHCKON HAYKH.

BaxxHOCTh CcO37aHUSI HOBBIX KOHIICNTYaJBHBIX ITOIAXOOB
OTIPaB/IaHO TEM, YTO Pa3BUTHE TCHETUKH XapaKTePU3yeTCs aMOu-
BaJICHTHBIMHU COIMATBHBIMHU d(dextamu. POpMUPOBAHUIO Pa3-

JIMYHBIX MOAYCOB COJIMAAPHOCTU ITPOTUBOCTOUT HOTGHHHaHBHBIﬁ
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nporecc ycyryOaeHus: KOHKYPEHTHBIX OTHOIICHUH B Pa3UYHBIX
chepax xku3nHu. C pa3BUTUEM TE€HETUUYECKUX TEXHOJIOTHH (op-
MHUPYETCSI TOPU30HT COLUUAIBHBIX OXUIAHWUM, CBS3aHHBIX C MC-
KYCCTBEHHBIM yCHUJICHHEM YEJIOBEUECKHUX KAUYECTB U IMOABICHUEM
BO3MOXHOCTEM TE€HETUYECKOTO PEIAKTUPOBAHUSA YEIOBEUECKUX
criocoOHocTe. O003HAUYMIICA MPUHIIMITHAIBHO BaKHBIA MOMEHT
cMmeneHust poKyca UCCIEOBAHUM COBPEMEHHON OMOMEIUITNHBI
— C T€paluu Ha YJY4YUICHHE YEJIOBEKA, €ro ONTHUMU3ALNIO U YCH-
JICHHUE.

Bo3moxxkHass JieruTUManus TEHETUYECKUX TEXHOJIOTHUM
YIIYYIICHUs] YeJIOBEKa 3aKjIaJbIBaeT OCHOBAHWE IS CTpaThU(dU-
Kaluu O0OIIecTBAa Ha OCHOBAaHWU HOCHUTEJIBCTBA «YIYUIIEHHBIX
OTPEIaKTUPOBAHHBIX T'€HOB», (POpPMHPYs HOBBIM TUMN OUOCOIU-
ATHHOCTU U OJHOBPEMEHHO Opocasi BBI30B TPAJUIUOHHBIM (HOp-

MaM COJIMIAPHOCTHU.
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ITPUJIOXKEHME 1.

IMAIIMEHTCKHE OPTAHU3AIIMY B POCCHUH
M 3A PYBEKOM
POCCHHCKHE ITAITHEHTCKHUE OPTAHH3AIIUH
BCEPOCCHUHCKHHN COIO3 MTAIIUEHTOB

Caiir: https://vspru.ru/#

OcHOBHBIMU HampaBiieHUsIMH paboTel Coro3a SBISIOTCA
KOOpAWHALIUA yCUJIUN OOILECTB MAIlMEHTOB; OOMEH OMNBITOM U
NIOMOIIb B CO3/JIaHUM HOBBIX OpraHU3allii; OpraHu3anus COBMeE-
CTHOTO JMajora ¢ OpraHaMH BJIACTH C LIEJbIO MOBBIIIECHUS Kaye-
CTBa M JOCTYIHOCTH MEAMIIMHCKON MOMOIIM HAacCeJIeHHI0; (op-
MHUPOBaHUE UHCTUTYTOB T'PAXAAHCKOTO KOHTPOJsS B cdepe 3apa-
BOOXPAHEHUS.

Llenn opranuzanuu:

«CopmelicTBHE KOHCOJMIAIUH JESATEILHOCTH OObEIUHEHUIN
MAaIMEeHTOB, UX YCWJIMK U PECYpCOB JJIs JTOCTHUKEHUS YKa3aHHOMN
L€, aHAIU3 U BBISIBJIEHUE HauOoJiee YCHEIIHbIX TEXHOJIOTUN pa-
OO0THI U UX TUPAKUPOBAHUE; COJCHCTBUE CO3AAHUIO U PA3BUTHUIO
o0beIMHEHNH TIAIMEHTOB; pa3paboTKa U peanu3alys MPOSKTOB U

IIPOTrPaMM, HAITPABIICHHBIX HA MOJJICPKKY U PA3BUTHUE AEATEIBHO-
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cTH O0BEAMHEHUI MAIIMEHTOB; CO3/JaHUE €AMHOTO HH(POPMAIUOH-
HOTO TIPOCTPAHCTBA ISl OOBbEIUHEHUH MAIMEeHTOB, WH(OpPMAIIH-
OHHOE oOecrnieueHre wieHoB Coro3a; BbIpadOTKa €IMHBIX MMO3UIIUN
yieHoB Coro3a B OTHOIIICHWU pEATU3AlMK TpaB TPaKIaH Ha OX-
paHy 310pPOBbSI 1 MEIUIIMHCKYIO IOMOIIIb; MPOCBEIIEHUE TPaXkKIaH
B cdepe oxXpaHbl 3I0pPOBbS U MEIUIMHCKONW MOMOIIH, CrocoOax
3allUThl TIPaB B YKa3aHHOW cdepe; aHaIu3, CO3JIaHHue U Paclpo-
CTpaHEHHUE YCTEIIHBIX METOJIOB PEAM3allMN U 3AIMUTHI TPaB IMa-
IIUEHTOB; COJIEUCTBUE (POPMUPOBAHUE IPAKTAHCKOTO 00IIECTBA B
cdepe okazaHUs MEIUIIMHCKON MOMOIIU U MEPONPHUATUH MO 0X-
paHe 370pOBBsI, BKIIIOUAsi CO37]aHMs HOBBIX (DOpM Juajora u B3au-
MOJICHCTBUSL MEX]Ty MHCTUTYTaMU TPaXJTaHCKOro OOIIECTBA; CO3-
JlaHWE W Y4acTHe B CO3JaHUU B YCTAHOBJICHHOM TOPSIKE COBpE-
MEHHBIX MEXaHU3MOB U TPOIIEAYP B3aMMOCHCTBHS MEXITYy 00be-
JTUHEHHUSIMU MTAlIUEHTOB U TOCYJapCTBOM Ha BCEX YPOBHSX BJIACTH,
BKJIIOUAasi MYHHUIIMIATbHBIE 00pa3oBaHus, OW3HEC W OOIIECTBO;
HAJTAKUBAHWE B3aMMOJICHCTBUS MEXTYy OOBEIMHCHHSIMH TAIHCH-
TOB U MEAUIMHCKUMH OpPraHU3aIUsIMU JJI1 JOCTUKEHUS MOCTaB-
JICHHOM 11€7TH; CO3JIaHUe OOIIECTBEHHBIX YKCIIEPTHBIX COOOIIECTB,
pabouux Tpynn U KOMUCCUW Uil HauOoJiee KaueCTBEHHOTO Pas-
pELICHUs Pa3IMYHbIX BOMPOCOB B cepe OXpaHbl 370POBbs, yya-
CTHE B TaKuX 00pa30BaHUSIX; CO3/IaHUE yUeOHBIX U 00pa30BaTEIb-
HBIX TIPOrpaMM; ydacTue B pa3paboTKe W BHECEHHE B YCTaHOB-
JICHHOM 3aKOHOM TIOPSIAKE NPEJIOAKEHUN MO COBEpUICHCTBOBA-
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HUIO HOPMATHUBHOM W HOPMATHBHO-IIPABOBOM 0a3bl JJIsl TOCTHKE-
HUSl YCTaBHOM IIEJIN; YYaCTHE B pa3paOdO0TKe U peal3alii PEeTHO-
HAJIGHBIX U (eIepalIbHBIX MMPOEKTOB U MPOTPaMM, HAIPaBICHHBIX
Ha YJIy4YIIeHHEe METUIIMHCKON MOMOINM Tpa)KIaHaM; y4acThe B
pa3paboTKe M OCYIIECTBIECHUU TPOrpaMM IO MPOU3BOACTBY Jie-
KapCTBEHHBIX TpPENapaToB, MEAUIIMHCKOTO 000PYIOBaHUS U MHBIX
CPEJICTB MEIUITMHCKOTO Ha3HAYEHHUS] B COOTBETCTBUU C JCHCT-
BYIOIINM 3aKOHOJIATEIbCTBOM; COJICHCTBHE B YCTAHOBJICHHOM 3a-
KOHOM TOPSIKE MPHUBJICYCHUIO MHBECTUINH JJIs1 PEIICHUS BOIIPO-
COB B 00JIaCTH MPOU3BOJICTBA JIEKAPCTBEHHBIX MPEMApaTOB, ME/IN-
IIUHCKOTO O00OPYIOBAaHUSI M MHBIX CPEICTB MEAUIIMHCKOTO Ha3HA-
YEHUS; COACUCTBUE MOIIACPKKE POCCHUICKOTO MPOU3BOIMUTENS B
o0JacTi TPOU3BOJICTBA JIEKAPCTBEHHBIX MPENapaToB, MEIUIIMH-
CKOTO O0OpYMOBaHWS W WHBIX CPEICTB METUITMHCKOTO Ha3HAYe-
HUSI; COICWCTBHE pealH3aliyd TOCYJapCTBEHHBIX M HMHBIX MPO-
rpaMM B 00JIaCTH 3/paBOOXPAHEHUS; COJIeHCTBUE MH(pOpMaTH3a-
MU 37PAaBOOXPAHCHUIO; Y4acTHE B YCTAHOBJICHHOM TIOPSAKE B
NPOBEICHUU W TPOBEJCHUE HE3aBUCHMBIX OOIIECTBEHHBIX 3KC-
NEepTU3 KauecTBa U OE30MaCHOCTH METUITMHCKUX YCIIYT, JIEKapCT-
BEHHBIX IPENapaToB, MEAUIIMHCKOTO O00OPYTIOBAaHUS U WHBIX Me-

227
JUIOUHCKUX CPpEACTB» .

227 o .
VYcraB Beepocceniickoro Coro3a oOIIECTBEHHBIX 00BEAMHEHUH TTAIlUeH-

toB // URI: https://sovet.vspru.ru/association/regulations
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OBIIEPOCCHUIICKAS OBIIECTBEHHAS
OPTAHM3ALIMSA "BCEPOCCUICKOE OBLIECTBO
PEJKUX (OP®AHHBIX) 3ABOJEBAHHUI " (BOO3)

Caiir: http://www.rare-diseases.ru

OcHoOBHasi 1eJIb OpraHu3alMd — MOMOUIb MalMeHTaM ¢
pPEAKUMH 3a00JIEBaHUSIMU PEATU30BaTh CBOE KOHCTHTYIIMOHHOE
IpaBO Ha JIEYeHHE, COBPEMEHHYIO AUATHOCTUKY, PeaOMIUTALIUIO
U COLIMATIBHYIO MOAJIEPAKKY.

OcHoBHBIC HANIPaBJIECHUS PA0OTHI:

* [lonnepxkka U akTUBHOE y4yacTHe B MPOJIBUIKEHUM 3aKO-

HOJIaTEJIbHBIX MHULIMATUB B 00JaCTH pEeIKUX OOJIe3HEH;

* Pa3zpaboTka u BHenpeHue MPOEKTOB, JUIsl HHPOPMUPOBA-

HUsl 0 npoOjeMax MalMEeHTOB C PEAKUMU 3a00JIEBAHUSIMU

[pEICTaBUTENIC BIJIACTH, OPraHOB 3IpPaBOOXPAHEHUS U

HMIUPOKOM OOLIECTBEHHOCTH;

* Oka3zanue nomouy B GOpMHUPOBAHUN CETU OPraHHU3aLUMH,

OKa3bIBAIOIINX MEIUIMHCKYI0 M JIMarHOCTUYECKYIO IO-

MOIIIb MAIMEHTaM C PeAKUMHU 3a001eBaHusMu B PD;

* OpranuzannoHHasi, MHPOPMAIMOHHAS, MPOCBETUTEIb-

CKas, MCCJIEA0OBATEIIbCKasd U APYrUue BUABI JACATEIBHOCTH,
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HaIpaBJICHHbIE HAa YJIYYIIECHUE KAueCTBAa XKW3HU NALHUCH-
TOB C PEAKUMU 3a00JI€BAaHUSIMU U UX POJICTBEHHUKOB,;

* [ToMous B pa3BUTUM JHOOOTO BUJA CBSA3U CPEIA CaMUX
MalMeHTOB, a TaKXKe MEXIy MalueHTaMu U npodeccuo-
HaJbHBIMU OOIIIECTBEHHBIMU OpPTraHU3alUsIMU, O0bEIUHE-
HUE MAIlMEHTOB C PEIKUMHU 3a00JIEBaHHSIMU B PETHOHAX
P®D;
* MOHUTOPHUHT JIEKAPCTBEHHOTO OOECIEUEHUS MAIlEHTOB
C peIKuMH 3a00JIeBaHUAMU Ha TeppuTopun PD;

* IOpuanueckas nojajiepkka NallMEHTOB U WICHOB UX Ce-
MeEH;

* YyacThe B MEXKYHAPOJHBIX MPOEKTAX, HAMPaBICHHBIX

Ha CO34aHHUC HOBBIX MNOAXOA0B K JICUCHHUIO N JUATrHOCTHUKC

., 228
penkux 0oe3He» .

POOHJ «KPYI' 1OBPA»

Caiit: https://bouaxkpyrnodpa.pd/

Heau ¢ponaa - peanmzauus JOMOJHUTEIBHOTO MEXaHU3MA

opraHu3anuu U (UHAHCOBOTO OOECIEUEHUS MEIUITMHCKON TI0-

MOIIHU ACTAM C TAKCIIBIMH JKHU3HCYI'POKAIOIMUMU U XPOHUYCCKH-

*Bcepoccniickoe o6mectBo ophanubix 3a6oseBanmii. URI: https:/rare-
diseases.ru/about
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MH, B TOM 4YHUCJE C peakumMu (opdpaHHBIMH) 3a00JI€BaHUSMU,
oOecrieueHe WX JIGKAPCTBCHHBIMH TIpemapaTaMd W MEIUIINH-
CKUMH W3JENHSIMU, TEXHHYECKUMHU CPEJICTBAMU PeabWINTAINN.
Taxoke oka3pIBaeTCs COACHCTBUE B 00JACTH OKa3aHUS MEIUIIMH-
CKOM TTIOMOIIIY TaKUM JICTSIM.

JIist focTrKeHus 1ened 1eaTebHOCTH (hoHI0M hOopMUpY-
€TCsl TIepeYeHb 3a00JICBaHM, OCYIIECTBIIICTCS 3aKyIlKa MEJIH-
IIUHCKHUX W3JEIUA U JIEKAPCTBEHHBIX MPENapaToB, TEXHUYECKUX
CpPEeACTB peaduiauTaIllii, OOECIeYHMBACTCS OKa3aHWE MEIHUIH-

o 22
CKOH IIOMOIIIHU 9.

BCEPOCCHUMCKOE OBIIECTBO TEMO®UJINU

Caiit: http://hemophilia.ru

SABnsercss 10OPOBOJBHBIM OOBCAMHEHUEM HWHBAIUAOB (X
3aKOHHBIX TPEeJCTaBUTENECH), cTpagaromux reMmoduianei, 60mes3-
HbI0 BummeOpanma u IpyruMu HAcCJIEACTBEHHBIMH KOAryJsoIa-

THUAMH.

229 .
VYeraB @oHna NOIAEPIKKU AETEH C TAKEIBIMU )KU3HEYTPOXKAIOLIUMU U

XPOHUYECKUMHU 3a00JICBaHUSMU, B TOM UUCIIe peakumMu (opdhaHHbIMU) 3200-
nesanusimMu «Kpyr no6pa» URI:
file:///C:/Users/mvideo/Downloads/%D0%A3%D1%81%D1%82%D0%B0
%D0%B2%20(22.02.2022).PDF
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OcHoBHBIMU 1ENSIMU OpraHu3anu SBISIOTCS:

- 3al[UTa MpaB U 3aKOHHBIX MHTEPECOB MHBAJIMIOB, CTpa-
JAIOLIMX HACJIEJACTBEHHBIMHM KOAryJONaTUsMHU, 0OecrieueHre UM
PaBHBIX C APYTHUMH TpakJaHAMU BO3MOKHOCTEH, pellIeHne 3a1au
OOIIIEeCTBEHHON WHTETpAIliy WHBAIHMIOB M OCYIIECTBICHHE OJia-
TOTBOPUTENHHON NEATCILHOCTH, JJIS PEIICHUS MPOOJIeM JISUCHUS
U npoduIakTUKU 3a00JeBaHUs, COLMAIBHOW peaduiuTanuu
OOJBHBIX;

- TIOAJIEPKKA M peanu3alus MporpaMM U MEpONPHUATHIH,
HAIpaBJICHHBIX Ha OKa3aHWE MaTepPUATbHOU MOMOIIM, MEIUIINH-
CKYI0 U COLHUAJbHYI0 peabUIUTAIMIO MaloOOECIeUeHHBIX, 0e3-
pabOTHBIX, JHI], HYXIAIOUUXCS B TONCYCHHUH, WHBAIHIIOB W
WHBIX JIAIl, KOTOPBIE B CHJIy CBOMX (PU3NYECKUX M WHTEIUICKTY-
aJIbHBIX 0COOEHHOCTEN MCHBITHIBAIOT 3aTPY/IHEHUE B pealln3aliuu
CBOUX IPaB U 3aKOHHBIX UHTEPECOB;

- IOJ/IEPKKA U pealii3alius MporpaMM U MEpOIIPUSATHHI, Ha-
MPaBJICHHBIX HA YKPEIUICHHE MPECTUkA U POJIU CEMbU B O0IIECTBE
Y TOCY/IapCTBE, B 3allIUTy MATEPUHCTBA, IETCTBA U OTIIOBCTBA,;

- TIOAJICpKKA U peaau3aiusl IporpaMM U MEpPOINPUITHI B
chepe MpPOPWIAKTUKA M OXpaHbl 37A0pPOBBS, (DUKYIBTYpHl U

230
CIIOpTa 11O MCCTY KHUTCJIIbCTBA .

2%y ¢eraB OBmepoccHiicKoil 61ar0TBOPHTEIBHOM 0BIIECTBEHHON OpraHm3a-
K nHBAKUIO0B «Bcepoccuiickoe obmiectBo remodpumuny URI:
file:///C:/Users/mvideo/Downloads/ustav-vog.pdf
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MEKPETMOHAJILHASI OBIIIECTBEHHAS
OPTAHM3ALIHS «TIOMOIb BOJbHBIM
C MYKOBHUCIHAI030M»

Kanan youtube: https://www.youtube.com/channel/UC-
xNgjlsOrhMzCIhRLDGOQGQ

Crpanuna B ceTm:

https://vspru.ru/members/mucoviscidosis

enun u 3anaumn:

«ConeiicTByeT MPOBEAEHUIO HAYYHBIX MCCIIEJOBAaHUN U
pa3pabOTKe METOAMK, HAMPABJICHHBIX HA JIEYEHUE U NPOPHIIaK-
TUKY MyKOBHCIIHJI03A.

N3yyaeT U COOEUCTBYET PACIPOCTPAHEHUIO TOCTUKECHUU
MHUPOBOW MEIUINHCKOW HayKH B JICHEHUU MYKOBUCLU03A.

COBMECTHO € 3aMHTEPECOBAaHHBIMH TOCYAAPCTBEHHBIMU
OpraHu3alusIMH pa3padaThIBAET COLMAIbHBIE MEPHI 10 OKA3aAHHIO
IOMOIIIM MHBAIMJIAaM - OOJbHBIM MYKOBHMCLHJO30M, PEaIU3yeT
yKa3aHHbIE MPOEKTHI U MIPOTPaMMBI.

Opranu3yer ¥ y4acTBYET B MOBBIIICHUU MPOQECcCCHOHATb-
HOTO YpOBHSI Bpaueil M CrNenuanaucToB, padoTalomux B 00JacTH

JICYCHUS MYKOBHUCIIW/034, B O6y‘I€HI/II/I HUX HOBBIM MCTOAHWKAM B
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yKa3aHHOUW 06yiacTu (OpraHu3yeT KypChl MOBBIIIEHUST KBaIU(U-
KaIliH, TPOBOJIUT CEMUHAPBI, U3/Ia€T CIIEIUATLHYIO JTUTEPATYPY)

Y4yacTByeT B CO3[aHWW, OCBOCHUU W PEaTH3aIllid HOBBIX
JICKapCTBEHHBIX TPENapaToB, CIOCOOHBIX YCHEITHO OOpOTHCS C
MIPOSIBJIICHUSIMU MYKOBHUCITH034.

VYyacTByeT B co3aHUU U (PMHAHCUPOBAHUU peaOUIUTAIIH-
OHHBIX W KOHCYJIBTAaTHUBHBIX IIEHTPOB, TMOJMKJIMHHWK, OOJBHHII,
npOQUIUPYIOMMXCS HA JICYCHUU MYKOBHUCIIHM03a, COJIEHCTBYET
OCHAIIIEHUIO UX COBPEMEHHBIM MEIUIIMHCKUM 00O0PYyI0BaHUEM U
npernapaTamm.

Cozmaer OGaHK MaHHBIX IO HAMPABICHUSAM JCATEIHHOCTU
OpraHuzaruy, yder OOJIbHBIX MYKOBHCIIHJIO30M C IICJIBIO TTPO-
bunakTuK 000CTpeHUI 00JE3HN U OKa3aHUsl OOJIbHBIM HE00XO-
JAMOU TTOMOIIU.

Pa3pabarbiBaeT U JTOBOAMWT JO CBEJACHHS OOJBHBIX MaTe-
puaibl 0 HauboJee IeIecoo0OpasHOM 00pas3e KWU3HHU MPU MYKO-
BHCIIMJI03€, O METOJIMKAX U (PU3UUCCKUX YMPAKHEHUSIX, O BCIIO-
MOTATeIbHBIX TEXHUYECKUX CPEJICTBAX U JIP.

Coznaer 6uOIMOTEUHBIN (POHII IO MEIUITMHCKOW TeMaTH-
K€, COJICUCTBYET MyOJUKAIIMK B ITEPUOJIMYSCKON TIeYaTH U U3/1a-
HUIO CTaTel, KHUT, OPOIIIOp, KACAIOIIMXCS JICUCHUS MYyKOBHUCIIN-
703a, o0ecrieunBacT yKa3aHHOM JuTeparypoii wieHoB Opranusa-

ouu.
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CoJelicTByeT BOBJICUCHHIO OOJIBHBIX MYKOBHCIIUI030M B
3aHATHE (PU3UUECKOHN KyJIbTYpOIl U CIIOPTOM, YUaCTBYET B CO3/1a-
HUUW TPEHAKEPHBIX 3aJI0B, IPYTHX CIIOPTUBHBIX COOPYKEHUHN.

Opraau3zyer JOCyr OOJIBHBIX MYKOBHUCIIMI030M, TIPEIOC-
TaBJISICT UM U YJICHAM MX CEMEH JIbrOTHBIC IyTEBKH B CAHATOPHH,
JIOMa OTJbIXa, TYPUCTUUYECKUE TTOE3/IKU.

OpraHm3yer W yd4acTByeT B (PUHAHCHPOBAHUH JICUCHUS
MYKOBHUCIIAI03a B 3apyOEKHBIX KIIMHUKAX M PeabMINTAIlMOHHBIX
IEHTpaX.

[TpoBOIUT TOPIKECTBEHHBIC MEPOTPUSITHSI, MOCBSAIICHHBIC
MEIUITMHCKONW HayKe, COACHCTBYET YBEKOBEUMBAHHIO TAMSITH
BBITAFOIINXCS Bpauel U YUEHBIX-METUKOB.

CopeiicTByeT MPUBIICYECHUIO BHUMAHUS 0OIIECTBEHHOCTH K
npoOiieMaM UHBAINI0B, OOJBHBIX MYKOBHCIIHI030M.

Pa3BuBaeT MexIyHapOIHBIC CBS3M W HAyYHBIH OOMECH WH-
dbopmarmeit, yqacTByeT B JACATEIHLHOCTH MEXKIYHAPOIHBIX Opra-
HU3AIMA MeIUIMHCKOTo npoduisa. B coctaB Opranuzaiuu BXo-
JT POTUTENH W YICHBI CeMei OONBHBIX MYKOBHCIIUI030M, Bpa-

231
49U, BOJIOHTCPLD» .

231
*Mexpernonansnas obmecTBenHas oprauu3arus «[IOMOIIs GOTBHBIM ¢

mykoBuciuno3om. URI: https://vspru.ru/members/mucoviscidosis
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MEXIAYHAPO/JHBIE ITAHIUEHTCKUE OPI"’AHM3 AL
N NTHOOPMALIMOHHBIE ITOPTAJIbI
[TOPTAJI I10 PEJJKMM BOJIE3HAM — ORPHANET

Caiit: https://www.orpha.net/consor/cgi-

bin/index.php?Ing=EN

OcHoOBHBIE LeIH:

«YIydluTh BUAMMOCTb peJKux 3a0oyieBaHui B o0iactu
3/[paBOOXPAHEHUS U WCCICAOBAHMM, MOIACPKUBAsi HOMEHKIIATY-
py penkux 3aboneBanuii Orphanet (ORPHAcode): mpenocrasmsis
00Ul A3BIK JIJIT TIOHUMAHUS APYT Jpyra B 00JacTH PEIKHX 3a-
0O0JIeBaHU.

... UTOOBI yNy4muTh BUIAUMOCTh PEIKUX 3a00JEBaHUN B
nHpopManmoHHbIx cucteMax, Orphanet paspaborana u mojajaep-
KUBACT YHUKAIHHYIO MHOTOSI3BIYHYI0 HOMEHKJIATYPY PEIKUX 3a-
00JIeBaHUM, BOKPYT KOTOPOH IMOCTPOEHA OCTajbHas YacTh HaIleh
pessiiMoHHOM 0a3bl gaHHbIX. KaxaoMy 3a0ofeBaHMIO MpUCBaM-
BaeTca YHUKabHBIM ko ORPHA: uHTerpanus 3Toii HOMEHKIIa-
Typbl B MEIUIIMHCKUE M UCCIICI0BATEIbCKHE WH(DOPMAIMOHHBIC
CHUCTEMBI UMEET BAXXHOE 3HAYCHHE IS 00CCTICUCHUS] BUIUMOCTHU
peakux 3abojeBaHui. JTa HOMEHKJIATypa COOTBETCTBYET Npy-

ruMm Tepmunoiorusm: OMIM, ICD, SNOMED-CT, MedDRA,
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UMLS, MeSH, GARD. D11 nepekpecTHbl€ CChUIKH SBIISIOTCS
KJIFOUEBBIM IIarOM Ha MyTH K (DYHKIIMOHATLHOW COBMECTUMOCTH
0a3 1aHHBIX.

[IpenocTaBniaTh Ka4yeCTBEHHYIO WH(GOPMALIMIO O PEIKUX 3a-
0oJIeBaHMSIX U SKCIEpPTH3E, 0OecreunBasi paBHbIM JOCTYN K 3Ha-
HUSIM JIJIS1 BCEX 3aMHTEPECOBAHHBIX CTOPOH: OPHUEHTUPYS TMOJIb30-
BaTesiel U ICUCTBYIOUIUX JIHI] B Macce MHGOpMAIIMU OHJIAMH.

...Orphanet obGecrmeunBaeT BUAMMOCTH ISl DKCIEPTOB H
MAIMEHTOB, MPEIOCTABIISS JAOCTYI K KaTajory 3KCHEPTHBIX YC-
AT 10 3a00€BaHUsAM, TAKUM KakK LEHTPBI SKCIEPTU3bI, J1ad0pa-
TOPUU W JUATHOCTUYECKUE TECThI, OPTaHU3AINH MAIlMECHTOB, HUC-
CJIEIOBATEIbCKUE MPOEKThl M KIMHUYECKHE HWCTBITAHHUSI. OTH
JTAHHBIE CIIOCOOCTBYIOT CO3/aHUIO CETEH, OOPIOTCS C M3OJAIHEH
¥ TIOMOTAIOT HAaXOJIUTh HYXHBIX KiueHToB. Orphanet onupaetcs
Ha ONBIT NMPOo(eCcCUOHATIOB CO BCEr0 MUpPA JJIA MPEOCTaBICHUS
HAYYHBIX TAHHBIX O PEIKUX 3a00IeBaHUAX (CBSA3h MEXKITYy TeHAMU
U 3a00J€BaHUEM, IMUAEMHONIOTUS, (EHOTUITUYECKNE 0COOEHHO-
CTH, PYHKIIMOHAJIbHBIE MOCIAEACTBUS 3a00seBaHus U T. 1.). Kpo-
me Toro, Orphanet BBITyCKAaeT SHIUKIONEIUIO PEIKUX 3a00Jie-
BaHMI, TTOCTENEHHO IMEPEBOJIUMYI0 Ha 7 SI3BIKOB 0a3bl JAHHBIX
(aHTIMiiCKUiA, (HPaHITy3CKHM, UCITAHCKUHN, UTATBSTHCKUN, HEMEIl-
KW, TOJUTaH/ICKUI, TOPTYTaldbCKUil) C TEKCTAMH, TaKXKe JTOCTYII-

HBIMH B HACTOAIICC BPEM: HA ITOJIbLCKOM, I'pCYCCKOM, CIIOBAIIKOM,
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(UHCKOM U PYCCKOM sI3bIKax B CBOOOJHOM jaoctyrie B MHTepHe-
te. Orphanet wHTErpUpYyeT M MPEIOCTaBISET AOCTYI K KadecT-
BEHHOM WH(pOpMaluy, NPOU3BOJMMOM MO BCEMY MHPY, TaKOH
KaK PYKOBOJICTBA IO KJIWHUYECKON NpPaKTUKE M HH(pOpMAIus,
npeaHa3HaueHHas sl mupokoi myonmku... Orphanet mpenoc-
TaBIISIET CTAHIAPTHI A1 UACHTU(PUKAIIMK PEAKUX 3a00JI€BaHUM. ..
Orphanet mpenocTaBisieT HHTETPUPOBAHHBIE TOBTOPHO HCIIOJNb-
3yeMble JTaHHbIE, HEOOXOANUMBIC JJI UCCIIEIOBAaHNNA Ha maTdop-
Me www.orphadata.com, a Takke B Ka4eCTBE CTPYKTYpPHUpPOBaH-
HOro cioBaps Uil peakux 3aboneBanui, Orphanet Ontology of
Rare Diseases (ORDO). Dtu pecypchl CriOCOOCTBYIOT yITydIIe-
HUIO ONEPATHUBHON COBMECTUMOCTH JIAHHBIX O PeIKUX 3a0o0seBa-
HUSAX TI0 BCEMY MHPY, a TaKKe€ B Pa3IMYHBIX O0JACTIX 37PaBO-
OXpaHEHUsI U HAYYHBIX HccienoBaHui. OHU MHTETPUPYIOTCS B
HECKOJIbKO OMOMH(OPMAIMOHHBIX MPOCKTOB M WH(PACTPYKTYp
0 BCEMY MHUPY C IEIbI0 YIYUIICHHS TUArHOCTUKU W Jede-

232
HUA» .

32 Orphanet. URI: https://www.orpha.net/consor/cgi-
bin/Education_AboutOrphanet.php?Ing=EN
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EBPOIIEMCKASI OPTAHU3AILIMS IO PEIKUM
3ABOJIEBAHUSAM (EURORDIS)

Caiit: https://www.eurordis.org/

EURORDIS (EBpomnelickasi opraHu3zanus IO pPeIKUM 3a-
0oJiIeBaHUSIM) — 3TO HENPABUTEIHCTBEHHAS accolalus, o0be-
nuHsomas 716 opraHuzanui ManydeHToOB C PEAKUMHU 3a00JieBa-
HUAMH U3 63 CTpaH, KOTOpask OCYLIECTBIISIET CBOIO JIESITENbHOCTh
IpU aKTUBHOM y4aCTHUU MAIIMEHTOB U UX MPEICTaBUTEIEH.

Crparernueckue nenu 2021 — 2030 rr.

«1 — HoBas eBporneiickasi MOJUTHYECKAass OCHOBA JIJIs J10C-
THXKEHUS U3MEPUMBIX LENEH N0 MPOJJICHUIO U YIYUIICHUIO KHU3-
HU JTIOJICH, )KUBYIIIUX C PEIKUMH 3a00JICBAaHUSIMHU.

K 2030 romy EURORDIS npoaBurana v coaencTBoBasia
BHEJIPCHUIO HOBOW €BPOINEHCKOW MOJWUTUKHU I JOCTHXKEHUS
WU3MEPUMBIX 1EJIEN MO MPOJJICHUIO U YIYUYIICHUIO KU3HU JTIOJIEH,
KUBYIIUX C PEIKUMHU 3a00JEBaHUSIMU, U UX BKIIOUECHHUIO B 00-
IIECTBO, a TaK)Ke pa3paboTaia eBpONEHCKYI0 MOJIENb yX0/1a, OC-
HOBAaHHYIO Ha JUKTYEMBIX MOTPEOHOCTSIMH WHHOBAIIUSIX U KOJI-
JIEKTUBHOM OTBETCTBEHHOCTH C MPUOPUTETOM COJIMJIAPHOCTU U

CIIPAaBCAJINBOCTHU
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2 — DKocucTeMa CeTeil YWIEHCKUX OpraHu3aluii, OpraHu3a-
IMH B LIETIOM W MapTHEPOB AJIA JOCTHXKEHMS JIyUIIUX U Oojee
OBICTPBIX PE3YyJIbTATOB.

K 2030 rony EURORDIS nepeonpenenut u chokycupyer
CBOIO YHUKAJIBHYIO POJIb B 3KOCHCTEME PEIKHUX 3a00JIeBaHUM;
BO3IJIaBJseT 3(PPEKTUBHbIE 1 MOTUBUPOBAHHBIE CETH OpPraHU3a-
UH-4JIEHOB U aKTUBHUCTOB IO BCEMY MHPY, YTO MO3BOJISAET yUH-
THIBaTh IOTPEOHOCTH JIIOJIEd M HMHTErPUPOBATh EBPONEICKHE
JIEUCTBUA C HAIMOHAIBHBIMU B KIIFOUEBBIX O0JIACTAX TMOIUTHKU;
U B KauyecTBE ABWXKYIIEH CHUJIIbl M3MEHEHUW CO3/1a€T CUHEPIHIO
MEXAy MapTHEPaAMHU U KIFOUEBBIMU 3aMHTEPECOBAHHBIMU CTOPO-
HaMU I TOCTHOXKEHHUS! JIyUIIUX U Oosiee ObICTPBIX Pe3yIbTaTOB.

3 — CocpenoToueHre BHUMAHMS Ha IPUOPUTETHBIX 00JIac-
TSAX, B KOTOPbIX HauOoJjee Ba)KHO B TEUEHHUE CIIEAYIOIEro Jecs-
TUJIETHS 1OCTUYD 1eNel

K 2030 rony EURORDIS perysnsipHo O1leHUBaeT U KOHCO-
JUAUPYET CBOU MPUOPHUTETHBIE OONACTH JESATEIBHOCTHU, YTOOBI
OTBEYaTh TPEOOBAHMSIM OpraHU3alMil U aKTUBHCTOB, COTJIACOBBI-
BasSICh C BHYTPEHHHUMH BO3MOXHOCTSIMH, ITOCTEIIEHHO COCPEN0Ta-
YUBasCh HA HOBBIX MpoOeMax JaHHBIX U MEAUIMHCKUX IUPPO-
BBIX TEXHOJIOTHi, a TAK)KE HA LIEIOCTHBIX MOKU3HEHHBIX TEXHO-
JOTHUSIX. OJIXO/] M BKIIIOUEHHE B OOIIECTBO; CTOJIBKO XK€, CKOJIBKO

YCHIINTDH CBOM IMPpHUOPUTET B UBMCHCHHU UTPBI B UCCIICAOBAHUAX U
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3HAHUSX, PaHHEH MarHOCTHKE, pa3pabOTKe U JIOCTYIE K Mpeod-
Pa3yIoIIUM UJIU JIeYEOHBIM METOaM JICUEHUs, UHTETPUPOBAHHON
MOMOIIY, HAIIMOHAJIBHBIX M €BPOIMEHCKUX MYyTSIX 3JpaBOOXpaHe-
HUS U TPAHCTPAHUYHOM 3JIPAaBOOXPAHEHUHU.

4 — Bxurouast Bce pelikue 3a00JIeBaHus, BCE PETUOHBI, YTO-
OBl «HUKTO HE ObLT 320bIT»

K 2030 rony EURORDIS peanu3zoBana cTpaTeruto «HUKO-
ro HE OCTaBUTH MO33JIW», BKIIOYAIOIIYI0 T€HETUYECKUE U Here-
HETHUYECKHE peqikre 3a001eBaHus — PENIKHE BHUJBI paKa, PeIKue
UH(EKINN U peKUe OTpaBICHUS — YJeisis OOJble BHUMAHUS
Bocrtounoit u IOxHol EBpomne, MeHsisi mpaBuiia UTpbl B OTHOIIIE-
HUU OYE€Hb PEJIKMX 3a00JICBAHUM M TPOJIBUKEHHUE HOBOTO TOKO-

2
JICHUS MOJIOABIX aABOKAaTOB» 33.

*30ur Strategy & Impact . URI: https://www.eurordis.org/who-we-are/our-
strategy-impact/
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PATIENTS LIKE ME
(«<ITAIIMEHT, TOJOBHBII MHE»)

[TanmenTckas mmaTdopMa MO3BOJISIONIAST HAWTU JIFOACH C
OJIMHAKOBBIM JMArHo30M, SIBJISIETCS TMPUMEPOM OOBEIUHECHUS
YCUJIUHN MAIMEHTOB JUIS JOCTHXKCHUS OOIIeH IeM — BBI3OPOB-

JICHMUAL.

Caiit: https://www.patientslikeme.com/

Muccus

«MBpbl BEpUM B CHIIy COOOLIECTBA JIJIsl YIYUYIIEHUS KU3HEH-
HOT'O OIBITA IMALIMEHTOB, YIPABIAIOIIUX CIIOXKHBIMU COCTOSHUS-
MU 3710poBbsi. Hama 1menp cocToutr B TOM, 4TOOBI CO3[aTh Ha-
JeXHYI0 HU(POBYIO MIAaTHOPMy, KOTOpasi IO3BOJISET MalUECHTaM
COBMECTHO OPUEHTHPOBATHCS B CBOMX MEIULHMHCKHX ITyTEHIECT-
BUSIX C TOMOIIBIK MOJJIEPKKH CBEPCTHUKOB, IEPCOHAIU3UPO-
BaHHOW WMH(}OpMAIUU O 30POBbE, UHINBUIYATbHBIX ITU(POBBIX
MEJIMIMHCKHUX YCIYT U JIPY>KECTBEHHOIO K MAlMEHTaM KJIMHUYE-

234
CKOTO 00pa3oBaHus» .

234 patients Like Me URI: https://www.patientslikeme.com/about
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ITPUJIOKEHMUE 2.
MNAIOIUMEHTCKHUE UCTOPUH

Hcropus JInzzn Beaackec Ha TEDxAustinWomen «Yro onpenessier

235
BAC KaK JUYHOCTDL?»

«S1 oueHb-oueHb pasa ObITH 37€Ch. S| X0Uy paccka3aTh BaM HEMHOTO
— HE XOTEJOCh ObI TOBOPUTH 00 «OCHOBAaX», MOTOMY YTO Ha CaMOM Jelie
MBI MIPAKTHYECKH HUYETO HE 3HaeM O Moei Ooie3HH. S poamiack ¢ OYEHb
peAKUM CHUHAPOMOM. MenuiivHe M3BECTHO BCEro JBa Cilydasl, OAUH U3 KO-
TOpPBIX — MOM. B BYX cl0Bax, CHHIPOM MPOSBISAETCS B TOM, YTO 51 HE MOTY
HaOpath Bec. [la, mpeacraBisere, Kak 310poBo?! Sl MOry ecTh 4TO YroJHO,
KOTJla YrOJJHO U He Habepy HM Kuijorpamma. B maprte mue Oyzner 25, u 3a
BCIO XHM3Hb 51 HUKOTJa He Becwia 6onbiie 30 kr. Korna s yumnace B KoJji-
Je/Ke M JKUila B OOLIEKHUTHH, 51 BCE BpeMsl MpsiTaia B KOMHAaTe — HY, Kak
npsitTajia...BCce 3Halu, YTO OHU Y MEHSI €CTh — KYy4y MHUPOKHBIX, TOHUYUKOB,
quncoB, KoHGeT «CKUTTIC», U MOSI COCElIKa TO M JIeJI0 roBopuia: «S ciibl-
11ana, Kak Thl Jie3ellb 0/ KpOoBaTh 3a €01 B MOJIOBUHY IEPBOr0 HOUM». A
s orBevana: «Hy u uto? Bc€ B mopsnke, st mory ce6e 310 mo3Bosuthb!» [1o-
TOMY YTO y ATOT'O CHHJpPOMA €CTh CBOM IUTIOCHL. ECTh CBOM IUIIOCHI, KOT/Ia
ThI HE MOXeIIb HaOpaTh Bec. ECTh cBOM IUTIOCHI B TIIOXOM 3peHHUU. EcTh
CBOM IUTIOCHI B TOM, YTOOBI OBITh HY OUY€Hb XyJ0i. MHOTHWE MOIyMalroT:
«JInz3m, kak THl BOOOIE MOXKeEIIb TOBOPUTh, YTO €CTh KaKHe-TO ILTIOCHI B
TOM, 4TO y Te€0s BUIUT TOJIbKO oJuH ri1a3?» [lo3BonsTe MHE paccka3aTbh 00

OTUX IUIKOCAX, MOTOMY 4YTO OHHM IMOUCTHHC BIICHATJIAIOT. bl HOIIIY KOHTAaKT-

3 JTuzsu Benackec na TEDxAustinWomen: «dro OIIpEAECIIEeT BaC KaK JIN4-

HocTh ?»https://www.ted.com/talks/lizzie velasquez how do you define y
ourself/transcript?language=ru
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Hble auH3bl — JIMH3Y. DxoHoMus Ha KOHTaKkTHBIX JuH3ax — 50%. Ecnu
MHE HYKHBI OUKH JJi uTeHuss — MUHYC 50% 3a nuH3y ¢ auontpusiMu. Eciamn
MeHSl KTO-TO pa3lipakaeT Wiu rpyour, rosopio: «Bcranp, moxanyiicra,
cipaBa». M yenoBeka kak OyATo HeT. S gake HE 3HAIO, YTO OH TaM CTOWT.
Ecnu s BcTany BOT Tak, s He Oyay MMETh HU MajeHIlero mpeacTaBICHUs O
TOM, YTO TyT €€ MOJIOBUHA 3ana. Tenepb o Xynode. Sl maBHO coOmparoch
NOWTH B KaKylO-HUOY/Ib IpOrpaMMy [0 CHHYKEHUIO Beca WU B CHOPT3al U
ckazarb uM: «IIpuser, s JIu33u, 1 MoOry OBITH TUIIOM Baliel kommnanuu. [o-
cTaBbTE MOIO (oTorpaduro, Kysa XoTuTe, ¢ NoAnuchio: «Mens 30ByT JInz-
3u. Sl BOCHOJB30Bajiach 3TOM MpOTrpaMMoM, U oneHute pesyastat!"». Ho
HECMOTpPSI Ha BCE HEBEPOSITHbIE JOCTOMHCTBA 3TOTO CHUHAPOMA, Bbl, HaBEp-
HOE€, J0rajblBaeTeCh, MHE MPHUILIOCh NEPEKUTh OUYEHb, OUYEHb OOJbINIKE
TpyaHOCTA. MoU POIUTENH PACTHIM MEHS KaK abCONIOTHO HOPMAaJIbHOTO
peb€nka. S Obina mepBeHIeM y cBoux poauteneil. Koraa s poaunace, Bpau
ckazan moel mame: «Bokpyr Bamieit modyepu He OBUIO OKOJIOTIIIOHBIX BOJI.
CoBcem». Tak uTo yxe caMm (akT, 4TO 5 3aKpuyaia, KOrja poauaach, ObLI
HACTOSIIMM 4yaoM. Bpauu roBopuwin moum poauteisim: «Mbl pocTo Xo-
THUM TIPEIYTNPEIUTh Bac: OyIbT€ TOTOBBI K TOMY, YTO Ballla 10Yb HUKOT/Ia HE
CMOJKET TOBOPUTH, XOJUTh, MOJI3aTh, [yMaTh W BOOOIIE NIeiIaTh XOTh YTO-
HUOYJb CaMOCTOATENbHO». Bbl, HaBepHOE, JymMaeTe, 4TO MOHU POJUTEINH,
YBUIEB MEHs, cka3anu uTo-HuOy b Bpozae «O, boxe! 3a uro! 3a uro Hame-
My TIEpBEHIly 3Ta 3arajiouHas 6oie3Hb?» Ho oHHM ckas3amu coBceM He 3TO.
[TepBoe, 4To OHM cKa3ayii BpadaM, ObUTO: «MBI XOTHM YBUICTH €€, MBI 3a-
Oepém e€ moMoi, OyaeM JOOUTh U BOCIIMTHIBATH €€, KaK TOJBKO CMOMXKEM.
Tak onu u caenanu. Beem, dero st go0uack B KU3HH, s1 00s3aHa CBOUM PO-
autensM. Moi nana cerogHs 37€ch, B 3ajle, a MaMa CMOTPUT Nepeaavy J0-

Mma. [IpuBer, mam! Ona ceifuac mompamisieTcsi mocie onepauuu. MimeHHO
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MaMa CIUIOTWJIa U COXpaHWIa Hally CEMbIO, OHa Jaja MHe cwil. Sl Buzena,
4epes3 4To €i MPHUILIOCh IPOWTH, HO OHA Beerna Obuta OOWIIOM M BOCTIMTANA
3TO Ka4yecTBO BO MHe. U Teneps s Mory ckazatb moaaMm: «llocmorpute Ha
MeHs. MHe Npuxoauiaoch o4eHb Tsxkeno. Ho 3T0 MOXKHO mepexuTsy. ITo
MOJKHO NEpeKuTh. bbuto cTpamiHo, OblI0 Mo-HacTosAeMy Tsbkeno. OnHa u3
caMbIX OOJBIINX MPOOJIEM, C KOTOPOH MHE IPUIUIOCH CTOJIKHYTHCS B JET-
CTBE€ U FOHOCTH, HABEPHOE, 3HAKOMA BCEM IIPUCYTCTBYIOIUM. YTaJaeTe, 4To
3a npoosiema? C nepBoro paza? Haumnaercs Ha «M». Yramgaere? Manbuu-
ku! Manbuuku? Mens apazaunu! 4 3Hato, 0 4yem Bbl Bee ceituac gymaere! A
MO>XHO MHE TOKE€ CECThb B 3ajl, oXKanyicta? MeHs NOCTOSHHO JIpa3HUIIM.
Ho Beap poaurtenu BocnuThIBAIM MEHS Kak 0ObIYHOro pedénka. [lostomy,
KOrJia s MoluIa B IETCKUN cajl, y MEHs He ObUIO HU MaJeHIlero MmoHsTHS,
YTO 51 HE IT0X0Ka Ha Apyrux jaereil. Hu manenmero. S npocro He 3ameyana,
YTO YeM-TO OTJIMYAIOCh OT HUX. Takoe BOT OBUIO y MEHS MOCBSIIEHUE B pe-
aJbHBIA MUP B BO3pacTe IATH JIeT. Sl mpuuuia nepBblid pa3 B MIKOJY, BCS Ta-
Kasi Haps/iHasi U ¢ OTPOMHBIM prok3akoMm. S xopouio noarorosuinacs! S 3a-
1IUIa B KJIACC CO CBOMM DAHILIEM, IIOXO0’Kasl Ha Yepenamiky ¢ MaHIUpeM, Io-
TOMY 4TO PIOK3aK ObUI 0OJbIlI€ MEHS, MOJOIUIA K OAHON JE€BOYKE U YJbIO-
Hyjnach ei. JleBouka mocMoTpesna Ha MEHs, KaK Ha 4yJOBHIIE, Kak OyaTo
OHAa HUKOI/Ia B JKM3HM HE BHJIeNa HHUYero Oosee yxacHoro. Mos mepBas
MbIcb Oblna: «Kakas HeBocmuTaHHOCTH! S e KiiaccHasi, OHa MPOCTO HUYe-
ro He nonumaer. [loiny nydie mourpato ¢ kyoukamu. Mnu ¢ MaiabpuuInka-
Mm». S nymana, 4to Bc€ HaJQIUTCs, HO, K COXKAJIEHUIO, HUYETO HE HaJlau-
aock. Beé craHoBUIIOCh TOIBKO Xyke. MHOTHE IpOoCcTO U30eranu MeHs, a i
HE MOrJja MnoH:ATh, nouemy. [louemy? Uro s cnenana? S He cnenana UM Hu-
yero ruioxoro! S Bcé emé cumtana cedst kinaccHo# neBuoHkoi. [Ipuns mo-

Moii, 51 cripocuna y poaureneil: «Hrto co mHo# He Tak? Yto 51 caenana? Ilo-
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YeMy CO MHOM HUKTO He urpaet?» OHM nmocajauiiu MeHs U ckazanu: «JIuzsu,
€MHCTBEHHOE, YTO OTIMYACT TEOS OT JIPYTUX JIETeH — 3TO TBOs Xynoba. Y
T€0s €CTh 3TOT CUHAPOM, HO OH HE JIOJKEH OIpeNeNsaTh, KTO Thl ecTh. Koraa
npuaénib B UIKOJY, MOAHUMHU TOJOBY, YJIBIOHHCH, TPOAOKAN OBITH COOOM,
U JIFOAU MOWMYT, YTO Thl TOYHO Takas ke, Kak oHu». S Tak u caenana. S
MPOIIy Bac 3aayMaThCsi U CIPOCUTH CeOsl, MPSIMO Celvac: YTO OINpeeIIsieT
Bac? Kro Be1? HanmonaneHocts? IIpoucxoxaenne? dpy3bsa? Uro? Uro omn-
penensieT, KTo Bbl KaK JUYHOCTH? MHe moTpeboBajioch O4eHb MHOTO Bpe-
MEHH, YTOOBI BBISICHUTH, YTO ONPEENISIeT MeHs. S| CIUIIKOM JIOJITO AyMaa,
YTO MEHs OINpPEACNICT BHEIIHOCTh. MHE Ka3ajloch, 4YTO MOHM TOIIUE HOTH,
PYKH ¥ JUIO BBITISIAT yKacHO. Sl cunrtana ceOs oTBpaTtuTenbHoM. [TomHIO,
KaK s My4yWiach B JETCTBE, KOIJIa KaXkJ0€ yTpO BCTaBajia, coOupaiach B
HIKOJTy, CMOTpeTia Ha ce0sl B 3epKaJio U Tymalia: «A Hellb3sl KaK-HUOYIb CTe-
peThb 3TOT cuHipoM? Mosi KH3HB cTaja Obl HAMHOTO JIer4e, €CJik Obl ST MOT-
Ja MPOCTO B3SITh U CTE€peTh ero. S1 Obl BeIIsAENa, KaK OCTAJbHBIE NETH, U
MHE HE HYXXHO ObUIO ObI MOKymHaTh oaexay c Jlamel-myTeniecTBeHHULICH
win bpennonom ®peiizepom, uToObI OBITH «KJIACCHOI». S ObLIa roToBa 3a-
rajJibIBaTh KEJIAHUS, MOJIUTHCS, HAACIThCS, 1 ObUIa TOTOBA Je]aTh YTO YIroJl-
HO, JIUIIb OBl TPOCHYTHCSA YTPOM JIPYTOM M HE BECTH OOJIBILIE ATY €KEIHEB-
Hy10 0opbOy. Sl MeuTtanma 00 ATOM Ka)xAbld JIEHb W KaKJIbI HOBBIM JICHb
pa3zodyapoBbIBasiack. MEHsI OKpY>KaJld JIFOJIH, BCEr/1a TOTOBbIE MOAIEPHKATh,
KOTOpBIC HUKOT/Ia HE aJIeT MEHs, HO BCErja yTellaliH, KOrja MHE ObLIO
IPYCTHO, CMESJTUCh BMECTE CO MHOM, KOI/ia MHE OBLIO BECENo, U KOTOpbIE
OOBSCHUIIM MHE, 4TO 51 HE JIOJKHA MO3BOJISATH CBOEH OO0JIE3HU ONpPENesTh,
KTO 5 €CTh, Kak Obl TsDKEJIO HHU ObLI0. Mos cyap0a eTuKoM B MOMX pyKax,
TaK K€ Kak Balla cyap0a — B BalIMX pykax. Bbl HaxoauTech 3a pyiéM.

HMenHO BBI onpenensere, o KaKOW JOpore JBUraThCs, IO INIOXOW WIH I10
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xopourei. IMEHHO BbI pemaere, 4To onpenesser Bac. Sl Xxody ckasarb, 4TO
BaM MOXeET OBITh OYCHb TPYJHO MOHATH, YTO OMPEAETSIeT Bac, U caMa s Jac-
TO OblJIa TaK paccTpOEHa M MOJaBlieHa, YTO roBopuia: «Jla mMHe mieBaTh,
4yTO ompenenser MeHs». OAHaX/bl, B CTaplIUX Kiaccax, sl HATKHYJach Ha
BHJIE0, KOTOPOE KTO-TO BbLIOXKWI B VHTepHeT. B riiaBHOM ponu — s, Ha-
3BaHHas «CaMoif HEKPacUBOM KCHIIMHOW B MUPE». Y poJIuKa OblIO OOJbIIIe
YeThIpEX MUJUTMOHOB MTPOCMOTPOB. BoceMb cekyH]1 BUieo 6e3 3ByKa, ThICS-
yu KoMMeHTapueB. JIroau nucanu: «JIuzsm, noxanyicra, noxaiyncra, cie-
Jail OJIOJKEHHE 3TO MHPY, BO3bMH MUCTOJET U yOeil ceOs». 3amymaiitecs,
KAaKOT0 CIIBIILIATh TAKOE OT JIF0/IeH, KOTOPBIX Thl B I1a3a He BUAed. KoHeuHo,
A pbllana, X0TeJla MCTUTh, HO BJIPYT B MO€H IOJIOBE YTO-TO IIEIKHYJIO, U 5
noaymaina: «fl mpocTo ocTaBilO BCE Kak ecTh». Sl Hayasla 0Co3HaBaTh, YTO
MOs KU3Hb B MOMX pyKax. Sl mMory pewmurs caenarb €€ NpeKpacHOW WU
ykacHo#. U s Mory ObITh O5arogapHoii. OTKPBITH I1a3a U OCO3HATh, YTO TO,
YTO Y MEHS €CTh, U IOJDKHO OIIPEAEIIATh MEHS. Y MEHsS OUH IJ1a3 HE BUIUT,
HO BTOpOI-TO BUIUT. Sl 4acTo GoJero0, 3aTO0 Y MEHS OTIMYHBIE BOJIOCHL. DTO
touHo! Cracu6o. Pebsita BOT 32 3TUMH CTOTUKaMU — MOU JToOuMunku! 5
3a0bl1a, uTO XOTena ckazath! Tak... Ha uéM s octaHoBuaachk? Boaocel! Bo-
nocel! Bomocel. [la-na, Touno, cnacu6o. Cnacu6o, cmacu6o. Mrak, s crosiia
repes BHIOOpOM: OBITh CHACTIMBOM WIIM OBITH HEJOBOJLHON TEM, UTO y Me-
HS €CTh, U MOCTOSIHHO KaJIOBAaThCs, a NOTOM 51 noayMmana: «Heyxenu s mo-
3BOJIIO JIFOJSIM, KOTOPBIE HA3bIBAIM MEHS UyJOBHUIIEM, ONPEACNIATh MEHs?
Heyxenu s mo3BoJit0 ONpenensaTb MEHS TEM JIIOASM, KOTOpble KpHYalu
“BpDkedb HanaaIMom »?

Her. IlycTh MeHs onpenenstoT MOU LENH, YCIEXU U JOCTHXKEHUS, a
HE BHEUIHOCTb, HE TUIOXOE 3peHHE M HEe 00JIe3Hb, O KOTOPOH HUKTO HUYETO

HEC 3HACT. HOBTOMy A peuiniia U3 KOXU BOH BBUIC3TH, HO CACIATH BCE BO3-

287



MO>KHO€, YTOOBI CTATh Jy4Yllle, TOTOMY YTO MHE Ka3aJ0Ch, YTO JYUIIUN CIIO-
€00 OTOMCTHUTh T€M, KTO CMESJICSA HaJI0 MHOM, KTO IPA3HUII MEHsI, KTO Ha3bl-
BaJl MEHsI CTPALIHOM, KTO Ha3bIBaJ MEHS YyJIOBHILEM, — 3TO CTaTh Jy4lle U
nokKa3aTh UM: «3Haete, 4To? ['0BOpUTEe MHE KaKUE XOTUTE T'aJIOCTH, 51 HAWy
UM MPUMEHEHHE. S| UCMONB3YI0 WX KaK JIECTHHUILY, YTOOBI MOAHITHCS K CBO-
el uenw». Tak s U caenana. S noHsia, 4To X04y CTaTh OPATOPOM M BIOX-
HOBJIATh JIFOJIEH CBOMMH BBICTYIUICHUSIMU, XO4Uy HAIHMCATh KHWUIY, 3aKOH-
YUTh KOJUJIEK, 3aBECTH CEMbIO U CENaTh Kapbepy. [Ipomuio BoceMsb ner, u
s1 CTOKO IIepell BaMHU, BCE €lI€ BAOXHOBIIAS JIFOJEH CBOUMU BBICTYIUIEHUSMM.
IlepBpIil MyHKT TUIaHa BBINOJIHEH. S XOoTena Hamucath KHUTY. YUepes mapy
HEJIeNb S CAAl0 B PEAAKLMI0 PYKOIKMCh MOEW TpeTheil KHUTH. S xoTena 3a-
KOHYMTDH KOJUIEJ)K U BOT OYKBAJIBHO TOJBKO UTO ero 3akoHumia. Ceituac s
M3y4al TEOPUI0 KOMMYHHMKalUU B TeXacCKOM rocyJaapCTBEHHOM YHUBEp-
cutere B CaH-Mapkoce 1 B JIONOJHEHHE — aHTIUHCKYIO (umonoruto. Bo
Bpemsi oOydeHHs s M30 BCEX CUJI CTapajach HCIOJIb30BaThb COOCTBEHHBIN
YKU3HEHHBIN OMBIT, KAKOTO HE OBLIO y MOUX mpenonaaBareneil. U, HakoHer, g
XO0TeJla co3JaTh CEMbIO U clenaTh Kapeepy. Hy, 3amyskecTBo emié Brnepeu,
a YTO KacaeTcsl Kapbephl, C HEM y MEHA BpOJie BCE HEIUI0X0, OCOOCHHO Y4H-
ThIBasA, 4TO, PEUIUB CTaTh OPaTOPOM-MOTHBATOPOM, S MPHUIILIA JOMOM, OT-
Kpbl1a HOYTOYK 1 HaOpana B I'yrie: «Kak ctaTh opaTopoM-MOTHBATOPOM.
S He myuy, Mexay npounM. S 1eCTBUTENBHO Jie3J1a U3 KOXKHU BOH, UCIIOJIb-
3ysl T€X, KTO TOBOPHIJI, YTO Y MEHS HE MOIYUYUTCS, B KAUE€CTBE JIOMOJIHUTEIb-
HOTO cTuMyJa. VX HeraTuB CTaj TOIUIMBOM JJII MOTOPA, KOTOPBIA TOMOTal
MHe ABUrathes gaiesiie. Menonp3yite 3to. Mcnonb3yiite 310. Mcnonb3yiTe
HEraTuB, KOTOPBII €CTh B Balllel JKU3HH, YTOOBI CTaTh JIy4llle, U sl TapaHTH-
pYI0 — rapaHTHpPYIO, — Y Bac MOJYYUTCS. 3aKaHUMBAasi CBOE BBICTYILJICHUE,

s X04y ITOBTOPUTH CBOM BOIIPOC. S OCTABIISIIO BAac C BOIIPOCOM K CaMHM Ce-
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6e: «Yro ompenenser Bac?» U nomuute: «byapre cMmensmvu. IIpsimo ceii-

gacy. Cracu6o»>>°.

HUctopus Hlepon Teppu «Hayka He noHuMaJ/ia peakyro 060j1e3Hb MOUX

JeTei, MOKa sl He pellnJia U3Yy4YuTh ee» Ha KoHGepenuuu TED

«JIyumee PoxxaecTBO B KU3HM MOUX JACTEH ObUIO OJHOBPEMEHHO
XYM 711 MEHSI U Moero My»ka. CeMusieTHsist Diu3aber u e€ MATUIeTHUN
Opat V»>H HEe MOTJIM NOHATH, oyeMy Ha PoX1ecTBO UM MoJapuiu BcE, YTO
onu xorenu. Canra Kiayc pacuienpuiics Tak no MpUYrHE, KOTOPYIO 3HAJIU
TOJNBKO s1 U MOM My [I3T, a neTn nmoHATh HE MoK, [IpuunHa, KOTOPYIO MBI
y3HAJIM HAaKaHyHe U KOTopas MpuBejia Hac B yxac. 1o Obuio B 1994 rony,
HO Ha CaMOM [IeJIe UCTOpUSl Hayalach HECKOJIBKMMM TOJaMH paHee. Yike
TOT/Ia s CTaJa 3aMevaTh ChIIb Ha I1ee Diau3ader, KoTopas BBITIIAENA, KaK
notHula. B Te jxe roabl Mol otell U OpaT ymepiu OT paka U, BO3MOXKHO, 5
OblTa CIUIIKOM o03aboueHa mpobiemMamMu 370poBbs. Bpauu yBepsiau Hac,
YTO BCE B MOPSAKE U MHE HE O YeM BOJIHOBATHCS, HO 1 HE ObllIa B 9TOM yBe-
peHa. be3 HanpaBieHus U 32 CBOU JACHBIU 5 IpUBEa Diu3abeT K J1epMaro-
nory. Ckopee Bcero, y He€ mpocTo OblIa ajyieprusi Ha 4TO-TO, HO MOYEMY
CBIIb MIPOSBIISIACH TOJIBKO Ha Iiee?

OcraBanock Bcero naBa jgHa a0 PoxaectBa 1994 rona, aepmarosior
B3IJISIHYJI Ha LIE0 JOYEPU U cKazal: «Y He€ nyacTUdecKasl ICEBAOKCAHTO-
May. 3aTeM OH BBIKJIIOUMII CBET U ocMoTpel e€ riia3a. COBEpIIEHHO Cilydaii-
HO 0Ka3aJioCh, YTO 3TOT JiepMaToior oOydaics odranpmosnorun. Ham cua-
CTJIUBBIN JIeHb. Sl MOo4yBCTBOBana CHa3Mbl B XKHBOTE. «-OMa?» «-OMay, Kak

MenaHoma, 1uMpoma — pak. «3aueM Bbl ocmarpuBaere riasza, eciau y Heé

236
Tam xe.
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CBINb Ha KOXKe?» S 3akpuyana, HO He u3Jana HU 3ByKa. Tak u ectb. Y Dnu-
3a0eT syacTuueckas nceBnokcantoMa, cokpaménno PXE. Bonpockr Brepe-
MEILIKY CO CTPaXxOM HU3BEPIJINCH C TOPEUYbI0 U3 MOETro ropua. «3adyeM Bel oc-
MmaTpuBaete rinaza? Uro Bam uzBectHO mpo 3710 3a6oneBanue? OTKyna Takas
yBepeHHOCTh? KakoB mporaos?» Sl He Oblia roToBa K TaKOMYy pPa3roBOpY,
XOTS 51 TyXOBHBIM KOHCYJIBTAHT 110 PO(eccum.

Hoxtop bepkoBud pacckaszain HaM Bc€, uto 3Hai1 0 PXE. D10 peakoe
reHeTHUYecKoe 3a00JIeBaHUE, CHCTEMHOE, C MEAJIEHHO MPOTPECCHPYIOIINM
IpEeX/IeBPEMEHHBIM cTapeHueM. M3-3a Hero koxa B obOiacTu crubarenei
CTAaHOBUTCS PBIXJION M MOPIIMHUCTON. OHO BBI3BIBAET YACTUYHYIO CIIEIO-
Ty, BPOJE€ MAKYJISIPHOM JEreHEepalMH, U MHOXKECTBO CEPJIEYHO-COCYAUCTBIX
npobsieM. He Tak mMHOro m3BecTHO 00 3TOW OOJE3HU, U HEKOTOPBIE JIIOJIU
ymuparoT K 30-T rojxam, roBOpWJIOCh B OTYETaxX TOro BpeMeHHU. JlokTop
MEJbKOM B3IVISIHYJ Ha cbhlHA U ckazan: «M y Hero Toxe». Ham 3axorenoch
cOexaTh B Mponuioe, 0oOpaTHO K HopMainbHOW ku3HH. CIHycTs mMmapy
JIHel nociie PoxxecTBa npuexanu ucciaeaoBaresid u3 ynusepcurera bocro-
Ha, 4YTOOBI B3STh KPOBb Y HAC M HAIMX JAETEeH JUIs MOUCKA IreHa, OTBETCT-
BEHHOro 3a 0Oosie3Hb. Uepe3 HECKOJbKO JHEH NMpUObUIM Y4YEHbIE U3 MEIU-
nuHCKOro rentpa Hero-Mopka, Toxke 3a oOpasuamu KpoBH. «JTO XKe je-
. UM 1mATh M cemb JIeT. 3a4eM BBIHYXKJIaTb HX BHUAECTh WMy enié
pa3? [lonpocutre Tex wucciaeaoBaresed NOAEIUThCA MaTepranioMmy». OHU
CHUCXOAMTEIBHO YycMexXHyIHch: «Ilonenurbesa?» Tak Mbl y3Hanu, 4ro B
OMOMEIUIIMHCKUX UCCIIEI0OBAaHUAX PENIKO ACNATCS MaTepruaIaMH.

DTOT MOMEHT, CUJIbHEE, YeM JII000M APYroid, BCTPSAXHYJ HAC, MCHS U
Moero My»xa [Iata. Mbl monuiv B MEIUIIMHCKYIO OMOJIMOTEKY U CKOMTUPOBa-
M Kaxayro crarsio n1po PXE, koropyro cMoriy Halutu. Mbl HE NOHSAIU HU

cioBa. Mkl KyIIHUJIWn MCIUIHWMHCKHUC CJIOBAPU U HAYYHbIC U3JaHHUA U IPOIUTA-
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o BcE, 4TO yaanoch Hailth. I xors mMHOroe BcE emié ObUIO HEMOHST-
HO, TCH/ICHIIMHM HAYaJIM MPOSIBISATHCS, U CIIYyCTS MECSAI] CTAJI0 OYEBHUJIHO, UTO
MOMbITKa KoMIUIeKcHOTro n3ydyeHust PXE emé He npennpuHumanacse.

Kpome toro, HexenaHnue JenuThCsl JaHHBIMHU, C KOTOPBIM Mbl CTOJIK-
HYJIUCh, OBLIO MaccoBbIM. MccrmenoBarenn KOHKYPHpPOBAIA APYT C JAPY-
TOM, IMOCKOJIBKY «KOCHUCTEMay OblIa CO3[aHa JJI MOOIIPEHUsT KOHKYpPEH-
LMK, a HEe JUIs 00JierdyeHus: cTpagaHuii 00JbHBIX. MBI MOHSUIN, YTO JOJIKHBI
B3SITh CUTYAlIMIO B CBOU PYKH, YTOOBI HANTH pelieHus Uit ceOs U APYyTUX B
MOXO0XeN cUTyaluu. Mbl CTOJKHYJIUCH C JIByMsSI OCHOBHBIMU NPENATCTBUS-
mu. Bo-niepBeix, Hu y [I9Ta, HM Yy MeHA HeT Hay4yHOro oOpas3oBaHus. B To
BpeMsi OH OBLJI MEHEIKEPOM CTPOUTEIHHOW KOMITAHWUH, & s Obljia OBIBIIMM
KareJUIaHOM KOJUIeI)Ka U MaMOM-I0MOXO3SIKOM; BpsIJl JIM Hall OMbIT I0-
3BOJISUT B3SITh LITYPMOM HayuyHbIi Mup. Bropoe mpensiTcTBuE: HexenaHue
yu€HBIX JenuThcsa. Ham  roBopmim, dYTo Komiek He coOpaTh B
cTar. Bo3aM0XHO, HO €CJIi MPUMAaHUTh UX €1I0M...

JIHK u xivHu4eckue AaHHble — 3TO ena. Mrak, Mbl cobupanu o6-
pasibl KPOBU M MEIUIIMHCKUE KapThl U TpeOoBasin, 4TOOBI Bce yuEHBIE, KO-
TOpbIE OyAYT UX UCIIOJIB30BATh, ACIUINCH PE3yJIbTaTaMu IPYT C IPYTOM U C
JIIOJIbMU, KOTOPBIE MTPEAOCTABIIIN JJAHHBIE.

Emé no mmpokoro pacnpoctpaHeHus MHTepHETa MbI ¢ [13TOM ocHO-
Bain PXE International, HekOMMepuecKkyl0 OpraHu3alvio, MPU3BAHHYIO
WHULMUPOBATh U NpOBOAUTH uccienoBanus PXE, a taxxe nmoaaepxuBaTh
Jr0AEH ¢ ATON O0JIE3HBIO.

Ucnonb3ys npusbiuabie CMU, Mbl Hammu nipumepro 100-150 ye-
JOBEK IO BCEMY MHUPY U OOpaTWIUCh C MPOCHOOH MPEeJOCTaBUTH CBOIO
KpOBB, TKaHU, UCTOPUU OOJIE3HEH, CBOM MEAMIIMHCKHE KapThl. M1 MbI coOpa-

JI1 BCE BMECTE.
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Mpbi OBICTPO MOHSIJIM, YTO JAHHBIX, KOTOPHIMU C HAMU TOJEIHUIUCH,
HEJ0CTaTOYHO. MBI penuiy, 4To 1nopa NpoBOJUTH KIMHUYECKUE HCCIIEO0-
BaHMsI, HCIIOJb3Ys IPOBEPEHHBIE Hay4yHbIE METOAbL. MBI CHSUIM B apeHIy
naboparoputo B ['apBapae. Hamr 3ameuarenbHbiil cocel MPUXOAMI HECKOIb-
KO pa3 B HEJEII0 U MpUCMATpUBAJ 3a ACTbMU C 8 Bedepa 0 2 yTpa, B TO
Bpems Kak Mbl ¢ [Iatom m3Bnekanu JIHK, pacmennsnu B rensx u pacmud-
poBbiBanu reH. OT3bIBUMBBIE Mpodeccopa MOMOTald HaM IO XOAY COObI-
Tuil. Uepes HECKONBKO JIET Mbl pacIM(PpoBaIy reH. Mbl 3aaTeHTOBANIU €T0
TaK, 4TOOBI JOCTYI K HEMY ObLT CBOOOJEH. MBI CO3/1ali TUArHOCTUYECKHIA
TecT. MBI CO3BaJIM MCCIENOBATEBCKUN KOHCOPIMYM. MBI coOpanu uccie-
JIOBATEJCH M OTKPHUIM HAYYHO-MHHOBAIMOHHBINA IEHTP. MBI HaILIK OOJIbIIIE
4 000 mroneit ¢ PXE B Mupe U npoBesid BCTPEUYU NMAlMEHTOB, KIMHUYECKUE
UCIIBITAaHUS U UCCIIEIOBAHUS.

Honroe Bpems Mbl xwin B cTpaxe. Ctpax mepen OOJE3HBIO OIIy-
njayicsl Kak JbIXaHWE Ha IIee B pPUTME THKaroImmx yacoB. CTpax nepen yué-
HBIMH, XOPOIIO H3BECTHBIMU M 3aPEKOMEHJIOBABIIMMH CeOsl B MUpPE, CO3-
JaHHOM uMHU caMuMu. CTpax, 4To NpUHUMaeM HeBepHble peuieHus. CTpax,
YTO CKENTUKU OBUIM MPaBbl U KOILIKH MPOCTO HAWIyT HOBYIO nuily. Ho Ha-
e CTPEMJICHHE YTO-TO M3MEHUTH JIJISl HAIUX JETEH U BCEX TEX, KOTO MBI
BCTPETUJIM HA 3TOM ITyTH, ObUIO CUJIbHEE, YEM Bce cTpaxu. Mbl ObICTpPO Mo-
HSUTH, YTO JOJIKHBI IMOBTOPUTH BCE, YTO JIENaliu paaud OAHOW OoNe3HH, AJis
BceX 0OJIe3HEH.

Mbl BCTYNWIM M TO3XE BO3IJIABWIN [ €HETHUECKUI AIbSIHC — CETh
3aIUThI 3/I0POBbS, NOJACPKKH MAMEHTOB, UCCIIEOBATEIBCKUX U MEIULIMH-
CKUX opranuzanuii. Mpl co3fganum HeorpaHWYeHHble MaciiTabaMu pecyp-
Chl, TaKH€ KaKk OaHKM OMOMAaTepHajioB, PEECTPhl M CIIy>KObI MOJICPKKH IS

Bcex Oosresnei. [To Mepe Toro, kak si y3HaBasia 000 BCeX 3THUX OOJIC3HSAX U
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CoO0O0IIIecCTBaX MAIMEHTOB, s OTKPbLIA AJisi ceOs IBa CEKpeTa CUCTEMBI 3paBO-
OXpaHEHWUsI, KOTOPBIC CHUJIIBHO MEHs M3MEHIIH. [IepBbIil: HET TOTOBBIX OTBE-
TOB JIJIsl TAKUX JIFOJICH, KaK MOM JIETH, WJIU JIJIsl TeX, C KEM s paboTaia, peaKuit
9TO Ciy4ail Wiy TUMUYHBIN. Y BTOpOil ceKpeT: Mbl HaXOAUM OTBETHI B CAMUX
cebe, MBI JIENMMCSl HAlllUMU JTaHHBIMU, HAIIUMU OMOJIOTHYECKUMHU 00Opasia-
MU, IPAKTUYECKA 4YacThio ceOsi. Cpeau 0OIeCTBEHHOCTH €CTh HeOOJbIast
JIOJISL  JIIOJIEH, KOTOphle paboTalOT HaJ W3MEHEHHEM CHUTYyalluu. Y Y€Hble-
JOOPOBOJIBIIBI, AKTUBUCTBI, TPYISATH, UCIIONB3YSl KPAyJICOPCUHT U HE3aBUCH-
MbI€ HCCJEIOBAHUS, MCHSAIOT TMPaBWJIA HWIPBL.. DTO OCHOBOIOJIATAIOIIHIA
MPUHIMI Hallel opraHn3anuu. KoHeuHo, O4YeHb CJI0XKHO BBIPAOATHIBATH H
TECTUPOBATh HHTEPBEHIIMOHHBIC METOIbI JiedeHus. Hayka — 3To clox-
HO, CJIO’KHBI ¥ PETYJIMPYIOIIME HOPMATUBLL. B /1e71e MHOTO aKIIMOHEPOB C ca-
MBIMH Pa3HbIMHU WHTEPECAMHU U C TIEPEKOCAMU B CHCTEME MOOIIPEHUi: myo-
JIMIKAIAY, Kaphepa, aBTOPCKOE TpaBo. Sl He OOBUHSIO YUEHBIX 33 TO, YTO OHH
BBIOpAJIM TaKOM IMyTh, HO s1 OpOCar0 BBHI30B UM M HaM Pajii U3MEHEHUS CHCTE-
MbI. UTOOBI IPHU3HATH, YTO TJIABHOE — ITO JIFO/IH.

OmnbIT ['eHeTHYECKOTO aJbsiHCA MMOKA3aJl, YTO MOYYUTCS, €CIH MPeoo-
pa3zoBaTh ATy 3apkaBeBIIylo cucrteMy. Hama uenr — paborta 6e3 rpa-
HULL. 3BY4YUT a0CTPAKTHO, HO JJIsl HAC 3TO BIIOJIHE KOHKpeTHO. Koria Mel pac-
CTPOEHBI TEM, YTO OpraHW3alMid HE JACNATCS KIMHUYCCKUMH JIaHHBI-
MH, OCHOBAaHHBIMH Ha IIEIPOCTH JIFOACH, KOTOPBIC JNEIATCS CBOCH SHEPIUeH,
BpPEMEHEM, KPOBBIO U JJa)kKe CBOMMH CII€3aMH, IOpa OCTAHOBUTHCS U CIPO-
cutb: «IIpaBuiibHO 111 3107 [TouemMy Mbl MOKEM JETUTHCS, HO HE JIEJIAEM 3TO-
ro?» Mel Toke 4acTh CHUCTEMEL. UTO MOJKHO cHenaTh, YTOOBI JIIOJU MOIJIA
cBOOOTHO OOMeHHBaThCs uaesaMu? UToObl JI0AM CMOTJIM PUCKHYTHh M COJH-
3UTKCS JPYT C APYTOM. DTO YHHUTOkKAET MPOTUBOCTOSHHE HE TOJIBKO MEXKTY

OpraHmsanviaMi, HO U MCXKAY JTHOAbMHU. Ecmm s mpoury opraHu3anuvu Wi Jro-
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Jieli IPUIIOKHUT BCE YCHIIHUS JUISl TOCTHIXKEHUS 9TOW LIeNH, 3HAUUT, U S U MOs
paboTa MOIKHBI COOTBETCTBOBAThH ATUM TpebOoBaHusM. Ecnu s mpomry Bpa-
Yyel, uccienoBaTeliel M PyKOBOJIUTENIEH PUCKHYTh, 3HAUUT, U s, [l3pow,
JIOJDKHA PUCKHYTh BMECT€ C HMMH. Sl OJKHA MOCMOTPETh B JIMLO CBOUM
crpaxam. CTpaxy, 4To y MeHs He XBaTuT cui. CTpaxy OKa3aTbCs IUIOXUM py-
koBoauteneM. CTpaxy, 9To MOHM BKJIAJI OKaKETCSI HEIOCTAaTOYHBIM.

Emé 1o noapocTkoBoro Bo3pacra Hallld AE€TH IPEPBaIU HALLY FOHKY
¢ 0oJie3HbI0, cKa3aB: «BaM HY>KHO OCTaHOBUTH MONBITKA U3MEHUTh MUP WIH
OCTaBUTH CBOM CIIE/; BMECTO 3TOT0 HAy4YHUTE HAC U HAYUYUTECh CAMHU JKUTh C
3TON 00JIE3HBIO, @ HE OOPOTHCS ¢ HEM». S o/KHA 3a4aTh BOIIPOC, UTO SIBJIS-
€Tcsl MPUYMHON BceX MouX cTpaxoB? CiioBa HalIuX JAETEH MPOJIMIIA HA 3TO
cBeT. CTpax BO3HUKaeT M3 caMod cyTH JroOBU. S mobmo Dnuzaber u
Wsna. S mobmro mogeit ¢ PXE. S moGmo moael ¢ moboi 6onesnbio. S
mobio moaeil. Hekoropele Mou KoJulern 0OHapy>KUJIM, YTO Hac Myraer Ha
caMa CMepTh, a Halla Oe3rpaHuydHast J1r000Bb. beckoHeuHas JTF000Bb MPUYH-
HSIET CWJIbHYIO 00JIb, KOT'JIa MBI T€PsIEM JTFOOUMBIX.

Korna s o6Hapyuiia B cebe 3TH CTpaxH, s OHAJA, YTO U S, U BCE
BOKPYT MEHS 00J1a1al0T Oe3rpaHuYHON CIOCOOHOCTBIO JIIOOUTH. Tarke s
oOHapy’KWiIa, 9To, IPOXOIs Yepe3 3TOT CTpax, I MOTY Y3HAaTh MHOTO HOBO-
IO ¥ OTKPBITh HOBBIE ITyTU K JCHCTBEHHBIM PELICHUSIM, K CyTH U3JICYEHUS U
3710poBbsl. S He 00rOCh cTpaxa Kak paHblue. B mocneanee BpeMs s OILyIlaro
MOIIHYIO MOJACPKKY BCEX E€IUHOMBILIUICHHUKOB, U sl 3aMeTHJa, YTO MOHU
HOBBIE TMEPEKUBAHUS OTIMYAIOTCS OT MPONUIBIX. Sl 3aMeTnia, 9To BMECTO
CTpaxa sl 4YyBCTBYIO IOOY’KIAECHUE JABUraThCsl BIEPEN, IOTOMY YTO B OCHOBE
JEeKUT J1000Bb M 3TO MyTh K e Oombiueit io0BU. [ B rnasza s3tomy
CTpaxy ¢ JIErKUM JHOOONBITCTBOM, sI HAX0XKY B ce0€ M B APYTrUX OIPOMHYIO

CUIIy JyXa M CIIOCOOHA MPOWTHU HCIBITAHUSA, KOTOPbIE MHE Ka3aJUCh HEIO-
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CWIbHBIMU. MOM JE€TH A0 CHX MOp ONepexaroT MEHs Ha 3ToM nyTu. B 29 n
27 net oHHU 3a4BJIAIOT, YTO CHACTJIMBBI U 340POBbLI, HCCMOTPA Ha IPOSBJIC-
Husi PXE nHa koxe, rmazax m B aprepusx. Sl mpuriamar Bac, Hac, BMe-
CTe MPOWUTHU CKBO3b CTPaXx, BITJISIHYTh B TJla3a BCEMY, UTO HAC MyraeT, U YBH-
JACThb JHOGOBL B OCHOBE. MBI HE TOJBKO CMOXKEM JIydHlic IOHATb ce651, HO U
BCTAaTh HA MECTO T€X, KOro 6oumcst U KTo Ooutcst Hac. Eciu Mb1 Opocum BbI-
30B CTpaxy, CUCTEME U CJIOBaM JIt0JIel, KOTOpbIE B HAC COMHEBAIOTCSI, HaIlla
CWJIa KaK areHTOB MHHOBAIIM BO3PacTET B reOMeTpudecKoii mporpeccun. U
KOTJla MbI IMOMMEM, 4TO paboTa HaJ CBOUM BHYTPEHHHM MHPOM — 3TO pa-
00Ta ¥ HaJ BHEIIHUM MHUPOM, a paboTa Ha BHEIIHUA MHp OTpa)kaeTcs Ha
BHYTPEHHEM, Mbl IPUOIU3UMCS K CYTH BELIEH U MOKOHYUM C 3TOU HeJlemno-

237
cThio. HeT HUuero HCBO3MOXHOI'O, €CJIM MBI BMCCTC» .

237 .
Teppu 11I. «Hayka He moHumana peakyro 6071e3Hb MOUX JIETEH, MoKa 5 He

pemmia u3yuuts ee» Ha kKoHpepenuuu TED. URI:
https://www.ted.com/talks/sharon_terry science didn_t understand my ki
ds_rare_disease until i_decided to_study_it/transcript (qara oOparmieHus:
8.09.2019).
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