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JIeT C HapylleHWeM pUTMa cepjla MPUXOAUT BMecTe C Ma-

MOM Ha KOHCYJIbTALMIO K Bpauy-reHeTUKyY. Bpau aHanusnpyet
nmaanble DKT' 1 mofio3peBaeT Hac/ie[CTBEHHOE 3a00/ieBaHNe, KOTOpOe
MOJKEeT CTaTh MPUUMHOW BHe3anHoM cepieuHoil cMepTu. OHaKO Npu
[IOJDKHOM KOHTpOJIe TIperiapaTaMyd W TPaBUIbHOM (hH3UUecKod Ha-
rpy3Ke TAlMeHTKA MOXKET WM30eXKaTh YKU3HEYTPOXKAFOIIUX CHUTYal[|id
Y TIPOZ0JKATE KUTh 0OBIYHOM XKU3HBIO.

B Kakoii-To MOMEHT ZieByIlKa 3a/laeT BOMPOC Mpo AeTeld. MOXXHO
i OyZieT TIPOBEPUTH, TIepeiacTcsl i 3abosieBaHue TUIOAY, eC/i OHa
3abepeMeHeeT? 3aBs3bIBAETCSI AUCKYCCUSI MeXAY Hel0 U MaTepblo:
TMalMeHTKa TOBOPHT, UTO XOoTesia Obl m30e)kaTh Tepeadyd MyTarluu,
a MaTh, B CBOIO OU€pPe/lb, TIEPE’KUBAET, UTO [I0UKa C/ieiaeT abopT, ecin
pebeHOK yHacienyeT 60/1e3Hb.

Bpau mbiTaeTcst yCriokouTb 00e CTOPOHBI M pacCKa3bIBaeT TPO
TpeHaTajbHOe TeCTUpOBaHWe. JTO reHeTUUeCKWW aHasu3, KOTOPhIH
JleJlaeTcst Ha PaHHUX CPOKax OepeMeHHOCTH 1 TI03BOJIsIeT BBISIBUTH 3a-
OoneBanue y rofa. JKu3Hb C HapylleHWeM PUTMa CepALia, TOBOPUT
Bpay, He «HACTOJILKO CTpalllHa», YToObI flefaTh abopT. OJjHAaKO TecT
TIOMOXKET TIOHSITh, HY)KHBI /I PeOeHKy JieKapCTBeHHbIe TIperaparsl,
HeoOXo[MMBbIe /1711 TIOZiZlepyKaHusl HOpMasIbHOM paboThI cepyria.

Bompochl, ob6cy>kaaeMble Ha TpUeMe Bpada-TeHeTHWKa, BXOJST
B KPYT [JUCKYCCHI O COBpeMeHHbIX (hopmax buonoaumuku, pa3Bopa-
YMBAOLIECs] B aHTPOTIOJIOTUH ¥ COLIMOIOTHM OroMeTuIiHbBI ¢ 1990-x
rozioB. Bonpock! cekcyanbHOCTH U NPOJOJDKEHUST poja BCerja Cuu-
TaNMCh OOIECTBEHHO BaXXHBIMKA M KOHTPOJMPOBANIMCE Pa3TMUHBIMU
Ky/JbTypHBIMH HOpPMaMH 1 Taly, ofiHaKO HaunHas ¢ KoHua X VIII Beka
Ha 3amajie OHU CTaau O0OBEKTOM I[eHTPaJM30BaHHON PEeryssiiiud Tro-
cynapcrBa. IlosmuTuka ynpasjieHus HaceleHUeM, €ero 340pOBbeM
Y BOCTIPOM3BOJ,CTBOM OCYILIeCTB/IS/IaCh Yepe3 pa3/InyHble HHCTUTYTEI
MeJULMHBI, B TOM uncie B XX BeKe — uepe3 NpakTUKU MeJUKO-Tre-
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HEeTUUYEeCKOro KOHCY/bTUpoBaHus. B 1990-e rofpl B CBSI3K C IPOEKTOM
«['eHOM uesioBeKa» M UHTEeHCHU(DUKAI[MeH TeHeTUUeCKUX UCC/Ie/joBa-
HUI TOSIBUINCH HOBBIE MHTEPIIpeTaiuy OWOTIONUTHKY, afleKBaTHbIe
IIJTST TeTePOTeHHBIX KalUTaMCTUUeCKUX OOIIecTB, B KOTOPBIX 3TH
TeXHOJIOTUU pa3BUBanucCh. C 0JHOW CTOPOHBI, Mbl FOpa3/io pexke Mo-
>KEM TOBOPHUTH O KaKOU-TMO0 «eIMHON GUOTIONMUTHYECKOH CTpaTervm»
[17, p. 208] rocymapcTBa; ¢ Apyroii — 370pOBbe, TIJIaHUPOBaHKe PO-
[IUTeNbCTBA B OOMblIel CTeNeHr CTald «IUYHBIM JIe/IoM» U OTBeT-
CTBEHHOCTBIO CaMUX JTFOfIeH.

Lenbto 3TOM CTaThby, B CBOIO Ouepe/ib, sIBJSIETCSl YTOUHEeHHe COo-
BpeMEeHHBIX TPAaKTOBOK OMOTOIUTHKW TPUMEHUTETLHO K Crielyu-
YeCKOM POCCUHCKOHM cuTyaluu. JIst 3Toro s Oyly MCro/ib30BaTh Ma-
Tepuasbl TOJIEBBIX HCC/IeIOBaHUM, coOOpaHHBIE B TOCYZapCTBEHHOM
MeJULIMHCKOM yupexxgeHnu B Mockse B 2018—-2019 rogax: nosneBbie
3aMeTKH, CJle/laHHble BO BpeMs KOHCY/IbTallil Y IByX Bpauel-reHeTH-
KOB, a TaK)Ke ay/Ih03arucy UHTEePBBIO C MaljeHTaMu, CieJlaHHbIe C UX
YCTHOT'O COTJIacHsl.

buononantunka B4yepa u cerogHs

leHeTHuecKast KOHCY/IbTALMSI — 3TO TOUKA [1epeceueHust pogeccruo-
Ha/bHOW paboThI MEAVKOB, C O/HOM CTOPOHBI, ¥ TPUBATHBIX BOTIPOCOB
penpojyKIMA U MPOJO/DKeHUs pofia — C Jpyroi. Kpome toro, 3to
elje ¥ cdepa rocy/jlapCTBeHHOr0 MHTepeca, TaK Kak MIMeHHO B 0bsa-
CTH CeKCyaJIbHOCTH M PenpoyKLMU HHAUBHU/Iya/IbHOE TesI0 uesioBeKa
BCTpeuaeTcs C KOJIJIeKTUBHBIM TeJIOM HacesieHusl. «CeKCyaabHOCTb —
3TO UMEHHO TepeceueHue Tesl U HaceyeHus» [6, c. 265].

Kak Tesno, Tak 1 Hacenenue, muietr Muiienb Pyko, cyxar 00b-
eKTaMH yTIpaBJIeHHsl CO CTOPOHBI MHCTUTYTOB BJIaCTH, 3aMHTEpeCOBaH-
HBIX B TIPUCBOEHUU X BpeMeHH U Tpy/a [TaMm ke, c. 55]. Tena guctun-
JIMHUPYIOTCsT Gnarofapsi «aHaTOMO-TIOTUTHKE», TO €CTh W3BECTHBIMU
¢ XVIII Beka criocobaMu yueta ¥ (pOPMUPOBAHUS WHVBUTYATBHBIX
Tes (1103, IBWKEHHUH, YKeCTOB), X TIPOCTPAHCTBEHHOTO pacripe/iesieHust
Y YTIOpsiZloueHus], MPAKTUKOBAaBIIMXCS B 1LIKO/aX, Ka3apMax, KIMHUKaXx,
TIOpbMax. HacesnieHreM ke yTIpaB/siioT yepe3 «OHOTOUTUKY» — pe-
TY/ISILIAIO TaKMX OMOIOTUUECKUX TIPOLIECCOB, KaK POXKJIAEMOCTb, 3a00-
JIeBaeMOCTb, CMEpPTHOCTb, MPOJO/DKUTEILHOCTE U BOCIIPOM3BOZCTBO
JKU3HU. B 3TOM CMbIC/ie BakHbIe (DYHKLIMN MeAULMHBI — COXpaHeHre
Y TIpOJJIeHre )KU3HH, KOHTPOJIb 32 Perpo/yKL1eil yesoBeka — OJJHO-
BpPEMEHHO SIB/ISAIOTCS U TIpeJjMeTaMM WHTepeca BJaCTH, KOTOpasi Hy»X-
ZlaeTcsi B 3J0POBOM HacCeJeHWU [I7Is MUPDHOM »KWU3HU (TPyJa) U BOMHBL
C MOMeHTa CBOero BO3HUKHOBeHHsI OMOMO/MTHKA Oblla TECHO CBsi3aHa
C pa3BUTHEM HayKU O uesioBeKe, C yTBepKAeHHUeM Me/IULUHbI, KOTopast
JlaBasia 3HaHUSI O TOM, KaK YTIPaB/sATb OWOTOrMYeCKUMH TPOLieCCaMu
HaceJleHusl «TIPaBU/IbHO»: uepe3 Oorbllive rUrieHnueckre KaMIaHuy,
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KOHTPOJIb 3a JIeTOPOXK/IeHreM, 001e3HsIMU, OMOTIOTHUeCKMMH aHOMaJTH-
sIMM, JKCI[eccamMH [TaM ke, c. 258]. brononuTrka Jo/mkHa Oblla «BHe-
JPUTh MeXaHN3MbI 0e30MacHOCTH B Ty 00/1aCTb CTy4aidiHOTo, T/e Mpo-
JKUBaeT HacesleHHe, COCTOsIIIlee U3 JKUBbIX CYIIeCTB, ONTUMH3HUPOBATh,
€C/IU yTOAIHO, COCTOSTHUE YKU3HW» [TaM e, €. 260].

bnarogiaps cBOMM MCTOpUYeCKHM HCCIefoBaHUSAM DyKO yAanoch
Pa3MUUTL U OMKCcaTh Te (HOpPMbI OHOMONMTHKH, KOTOpbIE TOSIBUIHCH
Y Pa3BW/IMCh B CBS3U C ZieMorparuecKiuM B3pbIBOM M MHYCTpUav3a-
teli B koHile XVIII — Hauane XIX Beka B 3amazHoii EBporie [TaMm ke,
c. 263]. OH Tak>xe pacrpoCTpaHK/I CBOW BLIBO/IbI Ha TIEPUOJ], CepearHbI
XX Beka, B YaCTHOCTH, OTMCHIBAsi OMOTONMUTHKY Halu3Ma B ['epMaHum
[Tam ke, c. 273—-274] u rocygapcrBenHoro coupamsma B CCCP [tam
ke, €. 275-276]. OiHaKO HACKOJILKO TOHSITHE «OHOTIONIMTHKA» COXPaHHU-
JIO CBOIO aKTyaJIbHOCTb cerofHs? UTo Ham JaeT U UTO OTHUMAET B3IVIS]
Ha COBPEMEHHYI0 MeJJULMHY C TOUKH 3PeHHs TeOPHi OHOTIONUTHKI?

B cratbe «buoBnactek ceropns» (2006) PabuHoy u Poy3 oTme-
YaloT, UTO CTPATeryuH, TEXHOJIOTUH, CIIOCOOB! MbIILIIEHUs] OMOBIAaCTH
CYLL|eCTBEHHO MMOMEeHS/TMCh B XX Beke M MMOTOMY MPOCTast MPOeKLUs
BBIBO/IOB MCTOPUUECKUX M3bICKaHWN DYKO Ha CerofHsIlIHNe peanuu
TOBeJIeT Hac T0 JIOKHOMY cjefly. VicciefoBareny CeTyroT Ha TO, UTO
TIOHSITHE «OMOB/IACTH» B PAO0TaX MX COBPEMEHHHMKOB UaCTO TPAKTYeT-
Cs1 BHEUCTOPUUECKH UM MeTadOpUUeCKH U JIUIIAeTCs, TAKUM 00pa-
30M, CBOEro aHaJIMTUUeCKOro MOTeHIMana: OHO «OIHChIBaeT BCe, HO
HUuero He aHanusupyet» [17, p. 199]. IMeHHO B 3TOM CMbIC/Ie OHU
KPUTHKYHOT [IK. ArambeHa, KOTOPBIM CUMTa KOHLIEHTPAIJMOHHBIM Jia-
repb «OHOTNOMMTUUECKON MapaaurMoii 3amaga» [1, c. 230]. «Buzgetsb
OcBeHIIMM B KayeCTBe CKPBITOM BO3MOKHOCTA B KaK[OM Ciydae,
KOT/la JKMBbIe CyIlleCTBa CTAHOBSITCS TIPEJMETOM PperyJslyu, KOH-
TPOJISi ¥ YIIPaB/IeHUs, — 3HAuuT rpeBpaujate OcBeHLUM B OaHasIb-
HOCTB», — TUIIYT oHu [17, p. 201].

ABTOpBI TIpefiaraoT Oosiee aKKypaTHO WCIIO/IB30BaTh TTOHSITHE
«buornonTrkay». «CKPOMHBINA 3MITMPU3M, BHUMATE/bHBIN K /IeTasIsiM,
MaJleHbKHM pa3/iMuMsiM, K MOMEHTaM, KOr/ja CIBUTH B 3HAHWH, B/IACTH,
TIPOCTPaHCTBE WM 3TUKe MEHSIFOT CerO/[HSIIIHIOI CUTYALIMIO 10 CpaB-
HEeHHIO CO BUepalllHel, 00HapykK1BaeT KOHQUTypaLyu, He COOTBETCTBY-
fo1re 0Opa3am, HaprCOBAaHHBIM HalMu ¢uocodamm» [ibid., p. 205].

OG6pairasice B 3TOM CBSI3W K NCTOPUU FeHETHKH, CJIe/IyeT CKa3arh,
4yTO, ecyid B KoHLe XIX — Hauase XX Beka peub LIja O MIWPOKUX
Hac/leICTBEHHBIX XapaKTepUCTHKaX, TAKUX KaK UHTEJIeKT U/ CBOM-
CTBa XapakTepa, COBpeMeHHasi MOJIeKy/IsipHasi TeHeTHKa HarlpaBjieHa
Ha paboTy ¢ KOHKPeTHbIMU MyTalusiMU. Hauano v pa3BUTHe TIPOeK-
Ta «I'eHOM yesioBeKa» B 1990-e rofibl ObLIM CBA3aHbI OIHOBPEMEHHO
¢ OOMBIIMMU HaZIeX[aMHU ¥ OOJTBIIIMU CTPaXaMU («IIOJIHOE TPOTHO-
3UPOBaHUe» WM «TI0JiHasi OeCTIOMOIIIHOCTEY» TeHeTHKH), OFHAKO ce-
TOJ[HSI UCCef0BaHNsl KOHKPETHBIX MPAKTHK FeHeTUYeCKUX KOHCY/Ib-
Taruii 06HApY)KUBAIOT, UTO JlaXKe ITOCJIe TOTO, KaK MyTal[us HakzieHa,
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0CTaeTCss MHOTO HesiICHbIX MOMeHTOB [12, p. 13]. Bce uairje roBopst
0 «CJIOKHOCTW» (complexity) B CBSI3U C TeHETHYeCKUMH TIPOLIeCCaMU;
MOSIBU/IOCH TIOHMMAaHKe TOrO, YTO B3aUMOZEHCTBHE MeXIy reHaMH,
a Takyke MeyK/ly TeHaMH U OKpY»Katollleil cpefioit UrpaeT BaykKHYIO POJib
B MaHHubecTaruu 6one3Hert [ibid., p. 14]. TlosTomy reHeTuKy Oosee
HeJTb3s1 pACCMaTPHBaTh Kak «Cy/Ib0y», KaK UTO-TO HETIOJKOHTPOJIbHOE
YyeJIoBeKY, HO, CKOpee, KaK TI0Ka3aTe/Ib PUCKa U «I10J1e BMeLaTe/IbCTB»,
Ha KOTOpPOe MO>KHO BO3[elCTBOBAaTh Yepe3 MPUHSITHE TIPeriaparos, Co-
OmozieHre oripeziesieHHOro obpasa »KM3HH, BBIOOp MapTHepa, MpUHS-
THe PerpoflyKTUBHBIX pellieHui u rpou. [13, p. 91].

1. Pabunoy u H. Poy3 npuxofsiT K BBIBOAY, UTO TOBOPUTE O Ka-
KOUW-/TM00 e/TUHOV OUOTIONMUTHUECKO CTPAaTerny CeroJiHs CI0XKHO. B oT-
JIYMe OT I|eHTPaM30BaHHbIX opM OGuoBnacTh cepeguHbl XX Beka,
B TUTIOPA/IMCTAYHBIX KanuTanucTuueckux obigectBax XXI Beka co-
CYILIECTBYIOT MHOKECTBEHHbIE T'eTepOreHHbIe CHJIbl, BOILIOLLAOLIe
pasHble OHOMOMUTUYECKHe TTOBECTKH, — OT (hapMar{eBTUYeCKUX KOM-
NaHWi, OMOMeIULIMHCKUX W KOCMeTHUeCKUX WH/YCTPHU /10 TalieHT-
CKMX COOOI[eCTB, 3aMHTEPECOBAHHBIX B CKOPEUIIeM pa3BUTHH IIpe-
T1apaToB Ji/Isl JIeUeHHs] CBOMX COCTOSIHMM. broBmacTh, Takum 00pasom,
CYIIECTBYeT Ha «Ha 0cU CyObekTudurkaryu» [17, p. 209], To ecTs B I0-
Be/leHWM CaMHUX WHAWBHU/OB, KOTOPble B CUTYalMM Pa3BUTHUsI HOBBIX
OMOMeUIIUHCKUX TEXHOJIOTHH UYBCTBYIOT Ce0st 00SI3aHHBIMU 3TH TeX-
HOJIOTMM UCTIONb30BaTh A/1s1 TIOMyUeHHsT KOHKYPEHTHBIX TTPeMMYILeCTB,
HarpuMep Ha pabote. 310pOBbe, Hapsiy C PU3NUECKOM TPUB/IeKaTe Tb-
HOCTb}0, CTAaHOBUTCSI [VIaBHOM CTaBKOH YesloBeKa B pbIHOUHBIX OTHOLLIE-
HUSIX; CaMW WHAWBU/IBI TOTOBBI MHBECTUPOBATE B Pa3/MuHble «TEXHO-
JIOTHU Cebsi», BbIOMpast U y/ydiiias CBOU Ouooruueckue arpuoyThi [18,
p. 201]. TIpuxo[, eBreHUKH B 3TOM KOHTEKCTe O)KH/IAl0T He CO CTOPOHBI
rOCyAapCTBeHHOM MOMMTUKH, HO C «3aJjHel JBepu» — CO CTOPOHBI WH-
JIMBH/Tya/IbHOTO BBIOOpA Ue/ioBeKa, KOTOPBIN 3aX0ueT YBeIUUUTh CO0-
CTBEHHBbIE 1IIaHChI Ha PbIHKE TPpyZia WK — UTo O0jiee BepOSITHO, UCXO/S
13 MarepuasoB, O KOTOPbIX Peub TIOW/IET fjasiee, — YBEJTUUUTh IIaHChI
cBoero pebeHKa Ha TO, YTOOBI OBITH MPUHATHIM U YCTIEIIHBIM; H30eKaTh
Tpar Ha yxof 3a 60/1bHbIM pebeHKOM. DTy TeH/eHLMI0 Ha3bIBaOT «J{0-
MartiHei» [4, c. 40] wm «rubkobi» eBreHukoi [18, p. 201].

VHTepuopyr3anys OMOTIOMUTHKY CaMUMH JTFObMU He O3Hauaer,
YTO ee CTaphle «00IeCTBeHHbIe» (POPMBI OTOII/IH B MPOIIJIOE: HaTPH-
Mep, mo0bie oblleHalMOHa/BHbIE TIPOTPaMMBbI T10 TIpEeHATaIbLHOMY
CKPUHUHTY MOYXHO CUMTATh KEMCOM «KJ/IaCCUUYeCKOM» OHOTOIUTH-
Kd. I1py BbIsIBIEHUH Ha CKPUHUHIE IOBBIILIEHHOTO PUCKA POXKEHUs
pebeHKa C XPOMOCOMHBLIMUA aHOMAaJIMSIMM Bpau aBTOMaTU4YeCcKH 1071
JKeH HamnpaBUTb JKEHIMHY Ha MpeHaTaJbHYI WHBAa3WBHYIO (aMHHO-

! TeHeTnueckoe MCC/Ie[OBaHKe, BO BPeMsi KOTOPOTO U3 MaTKH JKEeHIIUHbI /st 1abo-
paropHoro aHanu3a Gepercst obpasel] aMHUOTUYE CKOM JKUIKOCTH (K/IETKH, KOTOPbIe
BbIZIeJISIET TUI0[).
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1jeHTe3') Wi HeMHBAa3UBHYIO JMArHOCTUKY JJIsl OTIpeJiesieHus TaKUX
XPOMOCOMHBIX Oosie3Hel, Kak cuHApoM [layHa, CHHApPOM OnBapzca
u cuxgpowm Ilaray. Ilpu aToM Bpau mogpo6HO OOBSICHSIET MarjeHTKe,
Kakye TIOPOKM Da3BUTHS, CTelleHb WHTe/UIeKTyalbHOro JeduruTa
1 3abosieBaHMs MOTYT OBbITh y Takux feTeld. CerofHSIIHSIS MOZe/b
HeIMPEKTUBHOTIO FeHeTHUYeCKOr0 KOHCY/IbTHPOBaHUs M0/ipa3yMeBaerT,
YTO «FeHEeTHKU CTaparoTCs MOMOUb CBOEMY KJIMEHTY MPUNTH K pellle-
HUIO, HaW/IyullleMy, C ero/ee JTUUHOW TOYKU 3peHUs, U He TIOABOZAAT
ero/ee K ompeziesieHHOMY BbiOOpy (Harpumep, MPOXOAUTb TeCT WIH
HeT, TipepBaTh OepeMeHHOCTb WM TMpPOJO/DKUTE ee)» [12, p. 135].
B peanbHOCTH TIPUHLIUI HeUPEKTUBHOTO KOHCY/TBTUPOBAHUS ObIBa-
€T CJI0KHO BOTJIOTHM T10 CaMbIM pa3HbIM MPUUMHAM (CM. 1ogpobHO
B [9, 11]). OGcyxmast UTOTH BBe/IeHUsS] 00s13aTeIbHOTO TTPeHaTaIbHO-
ro ckpuHuHra B bosirapuy, V. luMuTpoBa yKasblBaeT, UTO, HECMOTPS
Ha HeIUPEeKTHBHbIN XapakTep Me[UKO-TeHeTHYeCKUX KOHCY/bTalluH,
OOJILIIMHCTBO Bpauell peKOMeH/1y10T IpepbiBaHie OepeMeHHOCTH T10-
csie o6Hapy)KeHUs1 cMHZpoMa JlayHa, axoH/poIuiasuu (KoTopast BefieT
K KapJIMKOBOCTH), MyKOBUCLIZ03a, 60/1e3H1 XaHTUHITOHA ¥ CUHZPO-
Ma Tepnepa [10, p. 463]. B Poccun, 3a pegkum ucksroueHuem [3],
HeT 3MMMUPUYECKUX JaHHBIX O TOM, KaK Ha MpPaKTHKe CeMbsM IpeJ-
JlaraeTcst TipeHaTasbHas JUarHOCTHKA U 00CYK/IA0TCs ee pe3ysibra-
ThI. VI3 MTMYHOW KOMMYHHUKaLuu ¢ Bpadyamu (B2, B1)? Mo)KHO caenathb
BBIBO/I, UTO B C/Tyuae OOHapy)KeHUsI PUCKa UHTeJIeKTyalIbHbIX Hapy-
LIeHWH WY >KU3HEYTPOXKaIOLMX COCTOSIHUM, KOTOpHIe, 110 MPOrHO3Y,
JIOJDKHBI TIPUBECTU K CMePTH pebeHKa B paHHEM BO3pacTe, POJUTEISIM
PEKOMeH/1yeTCs TpepbIBaHre OepeMeHHOCTH W/IH MPOoLieAypa MpeJriM-
TUIAaHTalJMOHHOM reHeTHuecKor auarHoctuku (TTT)%. TTomumo mHe-
HUs1 Bpaueii Ha uesioBeKa, MPUHUMAIOLLETO pellieHHe, BIWSEeT U TO, KaKk
K HeMy U ero peGeHKy OyZyT OTHOCUTBLCS [Jpyrye UeHbl CeMbH, Jpy-
3bsl, COCe/IY, IPOXOXKHE, eC/IM OH/OHA PEeLIUT ero OCTaBUTh. B 3aBu-
CUMOCTH OT IOJIMTUKU B OTHOLLEHWU JItOJ|el C MHBa/IUJHOCTbIO B TOU
WIM MHOM CTpaHe 4yesloBeK MOXKET uacTo HabmozaTh WM, Hao6opoT,
MOYTH He BUJIETb, CKa)KeM, JieTell C UHTe//IeKTyalbHbIMU HapylleHu-
SIMM Ha y/IML{e ¥ Ha 3TOM OCHOBaHUW ()OpMHPOBATh CBOE K HUM OTHO-
meHue. PertieHrie OyzieT 3aBUCEThb OT TOTO, HACKOILKO CeMbe OCTYTTHA
coLMasibHast MoA/ep>KKa, MeHCHH M0 UHBAWAHOCTH, HACKO/IBKO Y HUX
€CTh BO3MOXHOCTB MOOOIAaThCSI C TAKUMH Ke IeTbMH HJTH X POJHTe-
JISIMH, UTOOBI IPUHATE O0/Tee pealMCTUYHOE PellieHye, U T.J.

2 CM. omucaHue yuyaCTHUKOB MCCJIe[JOBAHMS B KOHLle cTaTbu. OOIiye 3aMevaHust:
B — Bpay, I1 — nanuenr.

3 BBICOKOTEXHOIOTUYHBIA MeTO/, T03BOJISIOLINI KOHTPOIMPOBaTh «OHO/IOrHYecKye
C/Ty4aiHOCTH» 3KCTPAKOPIIOPA/IBHO: TPOM3BECTH HECKOJIBKO SMOPHOHOB Uepe3 Ipo-
uenypy OKO, otobparh TOT, UTO He yHAC/e[0Bal MyTaL[{0, U UMILIAHTUPOBATH €ro
B MarKy MaleHTKH.
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buooTBeTcTBEHHOE POAUTE/NILCTBO

B 3TOM paszerne s 6b1 X0Te/1a paCCMOTPETh TO, HACKO/ILKO U3/IOKEHHbIe
BbIIIIe BBIBO/IBI IPUMEHUMBI K MaTeprasiaM KOHCY/TBTAl|iA, 0 KOTOPBIX
s TMcajia BHauase. B KakoM CTerneHu Mbl IMEeeM [IeJio C «OTBEeTCTBEH-
HbIMU OMOIOTHUECKUMU CYOLeKTaMU», KOTOPhIE YK€ He HYXKAAITCS
B TOCYJjapCTBe, UYTOOBI «CaMOCTOSITE/TbHO 00pal[aTthCsi K pa3/iMyHbIM
OMOTeXHOJIOTHSIM B TIOMCKe CIIOCOO0B MaKCHMM3MPOBaTh COOCTBEH-
Hoe 3710poBbe» [8, c. 98; 17]?

[l Hauasia CyieflyeT CKa3aTbh HECKOTBKO CJIOB O XapaKTepe Co-
CTOsIHMI/3a60/1eBaHNH, C KOTOPBIMU TIALIMEHTHI MPUXOJUIN K ABYM
BpauaM, Y KOTOPBIX BeJoCh HabmoeHue. Bee malfieHThl TIOCeIaau
TeHeTHKa T0 TOBO/y HAC/Te[CTBEHHbIX 3a00/eBaHU — B TEPBYIO
ouepeqb AWCIUIA3UA COeUHUTEILHON TKAHM, a TakKe HapylleHHiH
pUTMa cep/iija, — Ha KOTOPBIX CMEI[UaTU3UPYIOTCS BPauH-TeHETHKH
B 3TOM yupexeHnu. JTu 3a00sieBaHUsI MOTYT ITepeiaBaThCsl TI0 BCEM
THTIaM MeH[e/IeBCKOTO Hacjie[oBaHus?, MaHu(eCTUPOBaTh B pa3HbIe
MepUO/IbI )KU3HU Ue/loBeKa — OT MJIaJIEHUeCTBa /10 B3POC/IOr0 BO3-
pacra. TTareHToB ¢ JUCIya3uel COeMHUTENTBHON TKaHW 00beMHSIT
IIMPOKUI CITEKTP >Kaj00 B pa3HbIX CUCTeMaX opraHusMa (fedhopma-
LU CKejleTa, OO/Ie3HU CyCTaBOB, Cep/lja, KPOBEHOCHBIX COCY/IOB,
KOXW, 3peHusi). CTerneHb aiob BappUpOBaa OT MATKUX (HhOpM, TTpo-
ABJISIFOLUXCST B TMITEPITOJBMYKHOCTH CyCTaBOB, TMITEP3/71aCTUUHOCTH
KOXXH, TUIOCKOCTOTHH, /10 (OPM, TPeOYIOIMX CPOYHOTO XUPYpruue-
CKOTO BMeIIaTeIbCTBa (Pa3phiBbl, aHEBPU3MbI a0PThI UM TOZBBIBUX
XpycTanuka). ITalyeHTsl ¢ HacIeACTBeHHBIMUA HApYIIIEHUAMU pUTMa
cep/iiia, HaoboPOT, BCerzia CuUMTau cedst 3/10pOBBIMH JIFOIBLMU U TIOCTIe
KakKoro-To coObITHs, HaripuMep obomopoka win JKI-o006cienoBanus,
B/IPYT y3HaBa/IM, UTO Y HUX eCTh BBICOKMI PHUCK BHE3aITHOH cep/eu-
HOU CMepTH.

CoBpeMeHHbIe UCCIeIOBATEN CXO/STCS B TOM, UTO B YC/IOBHSIX
Pa3BUTOrO KaruTaaM3Ma U IIHPOKOT0 PhIHKA OMOMEeUIIMHCKUX YCIyT
TeXHOJIOTUU CTAHOBSATCS 0OBEKTOM >KeJlaHUs U TIpeIMEeTOM BhIOOpa,
OT KOTOpOTO, TI0 CyTH, Heslb3si 0TKasaTthbes [13; 14; 15]. B otcyTcTBUe
(ma>ke B 3amMaJHBIX CTPAHAX) ITMPOKUX MyOJUUHBIX AUCKYCCHH O CO-
L[UA/ILHBIX U TUUECKUX TOC/eICTBUSIX T€HETUUECKHX TEeXHOJIOTHH
00IIIeCTBO «TI0 YMOJTYaHUIO» [IBUXKETCS B CTOPOHY YCKODEHUsI TeM-
OB HAyUYHbIX OTKPBITHI U TEXHUUECKUX PellieHni B 00/1aCTH MOJIEKY-
JIIPHOU Y MeIUITMHCKON TeHeTHUKH, He YCreBasi OCMbIC/UTh TPaHMIIbI

4 Men/esieBCKMM (MOHOTE€HHBIM) HA3bIBAETCsI TAKOM TUIT HAC/IeJOBaHMUsI, KOT/la Ha-
Cre[JCTBEHHbIN MPU3HAK KOHTPOJUPYETCS OJHUM reHOM. 3aKOHOMEePHOCTU MOHO-
reHHOM Hacsie,cTBeHHOCTH n3ydan I. MeHzenb. OH 3KCcriepyuMeHTalbHO 060CHOBA
Ha/Mune eVHUL] HaC/Ie/[CTBEHHOCTH (HaC/IeACTBeHHBIX 3a/]aTKOB, HACJ/Ie/ICTBEHHBIX
(haKTOPOB) U OMKCAN UX OCHOBHbIE CBOMCTBAa — JUCKPETHOCTD, CTaOUIbHOCTB, CIELIU-
(bMUHOCTB aIIeNIbHOTO COCTOSTHUSL.
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¥ )KeJlaeMble 00BeKThI MX TpuMeHeHs1. OObIUHbIe JIFO/H, TI0/CTeTrMBae-
Mble PLIHOUHBIMH TpeboBaHUsIMU MeHblile 60s1eTh U ObITH Oomee KO-
HOMUUeCKH 3 PeKTHBHBIMY, OKa3bIBalOTCST BBIHY K/I€HbI OPUEHTHUPO-
BaThCs B [IMPOKOM I1071e OMOTEeXHOIOTHH U T10/Ib30BaThCS T€M, UTO UM
Tpe/ijiaraeTcsl, UCTbIThIBast Ha cebe «TUpaHuio Beibopa» [18, p. 201].

Wudopmarysi 0 HacieCTBeHHBIX 3a00/1eBaHUSX CO3/jaeT yCIo-
BUS /I TIOSIBJIEHWST HOBBIX (OpPM «pecroHcabunmm3aium» (0T aHII.
responsibility — OTBeTCTBEHHOCTh): TaK, YeJIOBeK, MOJyUMBIINNA pe-
3y/IbTaThl FeHETUUECKOTO TeCTa, [JO/DKEH [IeMCTBOBaTh, yUMTHIBAs HO-
Bble ZlaHHble. ViccieoBaTesi FOBOPSIT O TakK Ha3blBaeMOW «reHeThue-
CKOW OTBETCTBEHHOCTH», T.e. O TOM, KaK pe3y/bTaThl TeHeTUueCKOro
TeCcTa MeHSIIOT TIOBeZIeHHe JIFoZleH, CBsI3aHHOe CO BCTYTIIEHHeM B Opak,
pOX/IeHueM JieTel, mpodecCcoHaIbHOM TpaeKTopuel U opraHu3aly-
et ¢duHaHcoB [15, p. 487].

«[eHeTHUECKas PeCrIOHCAOUIU3ALIUSA» B 9TOM CMbIC/Ie, 6e3yCoB-
HO, TIPOSIB/ISIETCS B )KMU3HU MaLjeHTOB C Hac/ieJCTBeHHBIMU 3aboJieBa-
HUSIMU CepJLa U COeAMHUTETbHOW TKaHU: KTO-TO, HallpuMep, MeHsieT
paboty, «utobbl MeHblle HepBHHUaTh» (15, I17), Oosblue ynensTh
BpeMeHH JieueOHO-TIPodrIaKTUYeCKHUM TpoLielypaM; KOMY-TO 3aripe-
I[eHO TPUHMMATh JIeKapCTBeHHbIe Tperaparkl, KOTOpbie MOBLILA0T
PUCK BHe3arHOM CepZleyHol CMepTH.

OpHako cuTyalusi C Me[JUKO-FeHeTUUeCKUMU KOHCY/bTalUsMU
B Poccun B TO ke BpeMsi OT/IMYAeTCsl OT KapTUHBI, TIPe/ICTaB/IeHHOM
B MCCJ/IeIOBAHMSX 3allaZHbIX KOJjer. BonbIIMHCTBO MefuKO-TeHeTH-
YyeCKHX KOHCysbTaluii B Poccun paborator ¢ 6epeMeHHBIMU U [1€Thb-
MU C Hac/ieiCTBeHHOW matosiorueid. CrieyeT OTMETUTEH HeboJsibioe
YN0 TeHeTHUYeCKUX J1abopaTopuvii, 3aHMMAIoIIUXCs 3aboseBaHMs-
MM, TPOSIBISIOIIMMUCS BO B3POC/OM BO3pacTe, M OOIIyI0 HEXBaTKy
XOPOLINX MeJUKO-TeHeTHUeCKUX KOHCY/IbTaHTOB, KOTOPbIe MOTJIA ObI
rPaMOTHO MHTeprpeTHpoBath JaHHble [JJHK-TecToB (/MuHast KOMMY-
HuKarysi, B2). B yacTHOCTH, 1abopaTopusi, Crel[dalu3upyronasics
Ha Hac/Ie/[CTBEHHBIX apUTMUSX U JUCIIIA3UAX COeUHUTETHEHON TKa-
HH, B KOTOPOU MBI paboTasy, sIBIsSIeTCS eMHCTBEHHOW B CBOEM pojie
B Poccun. «IIsaTh 1eT Ha3aj Mbl BOOOILe BIiepBble YC/IbILIATN TaKoe
c10Bo. .. YTto 370 BOOOII|e reHeTUUYecKoe 3aboneBaHue. Y Hac B [Ha-
3BaHUe HaCceJIeHHOTO MyHKTa] MbI pacCKa3biBaeM Bpauy, a OH TOBOPUT,
HUYEro Yy BacC HeT, Bbl IIpUyMbIBaeTe. “Xopoluas leBouka”. Y Hac He
3HAIOT 00 3THX 3a00/IeBaHMSIX, OHU UeCTHO 00 3TOM roBopsT. [Tocnanu
B [0b6nacTHO# 1jeHTp], a oTTyza B Mocksy» (I19).

Ba)kHO 1 OTCYTCTBHe B 110/1e 3peHusi 0ObIBaTesisi TeMbl FeHeTHKH.
MHorue 0TMeUaroT, UTO «3HaTh He 3Ha/IW» HUUero o HacjieICTBeHHOM
XapakTepe apuTMHUM U 3a00/1eBaHUI COeTMHUTETLHOU TKAaHH /10 TOTO
MOMEHTa, KaK Ioranyd Ha reHeTHYecKyro KOHCysbprauuto. Eciu Ha-
CJie/ICTBeHHas! TIOZI0TI/IeKa OHKOJIOTMUeCcKrX 3abosieBaHu ellje Kak-To
obcyxaaercss B CMU, B ToM unc/ie 6iarofaps BAUSHUIO MeTUHRHbBIX
repcoH (o Bo3eicTBuM Ketica AHpKemuHbl [Ikomu M. [5]), To reHe-
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THUYECKHe OCHOBAHUS JIPYyTUX 00Jie3Hel He BXOMSAT B KPYT TIOBCE/THEB-
HOTO 3HaHWS U 00CyKieHui. [0OBOPUTh O «TUPaHUU BbIOOpa» B CUTYa-
UK fedurUTa CrelyasricToB, HeOOBIIIOro MyOJTUUHOTO BHUMAHHUS
K BOIPOCAM TeHEeTHKH, a TakKe 00Iero HaCTOPOKeHHOTO OTHOIIIe-
HUSI HacesleHUsI K OMOTeXHO/IOTUsIM [2] mpobiemMaTHuHO, 0 KpaiHel
Mepe Ha MaTepuasnax aHaJU3UpPYeMbIX 371eChb MeJIWKO-TeHeTHUeCKHUX
KOHCY/TbTaLUH.

BMmecto Toro utobbl BecTH cebsi Kak OTBETCTBEHHbIE OMOJIOTH-
yeckre CyObeKTbI, CTpeMsIfecss K MaKCUMH3aLUA BO3MOXKHOCTeH
cobcTBeHHOTO Tesa [18, p. 8], Ha prem K Bpauy-reHeTHKY Mal[deHThbI
TIPUXOJST, CKOpee, He «ITPOQHUIaKTUUeCKI», a, BEIPAXKasich HAPOJHBIM
SI3BIKOM, «KOT/]a ’KapeHbl MeTyX K/IIOHET», TO eCTh KOI/ja BO3HUKAIOT
cepbe3HbIe TIOBO/[bI BOTHOBATLCS 3a COOCTBEHHOE 3/I0POBhE WU 3710-
poBbe pebeHka. Harpumep, B3pocibie MaljeHThbl TOMA[Al0T K TeHe-
TUKY MOCJIe orepaluu no 3ameHe aopthl (111, I12); kTo-To — moce
HeCKOJIbKHX CJTyuaeB BHe3arHou cmepTu B cembe (I15). HecmoTpst Ha
TO YTO eCTb IPYIIbI Hace/leH!s, KOTOPbIe MOCTOSTHHO HaXOASITCS TIOf
Oosee pUCTaNBEHBIM MEAULIMHCKUM B3IVISIZIOM U /IO/DKHBI TIPOXOUTH
rpodunakTUUeCcKre OCMOTPLI (HarpuMep, HeKOoTopble Tpodeccro-
Ha/bHbIe TPYMIbI, TIPYU3LIBHUKN), 3TU 00C/Ie0BaHUSI HEPEJKO HOCST
topmanbHbI xapakTep (B2, smuHas kommyHuKaiusi). Ciydaercs,
TEeM He MeHee, UTO TakKasi 00si3aTesbHAsT JMCTIAHCEPU3AIUS CITY>KUT
TOTYKOM K TOMY, UTOOBI UesioBeK Hauas oOpaijatb BHUMaHWe Ha Ka-
KOW-TO acreKT CBOEro 3/J0pOBbSI:

«Ceiiuac y miperiofiaBatesieli B 00s13aTe/IbHOM TIOPSIZIKE. .. YoKe JiBa
roza y npodgeccopcKo-Tperno/jaBaTesibCKoro CoOCTaBa MeT MpoBepKa
COCTOSTHUSI 3710pOBbs... VI Gnarofapsi 3ToMy f 37ech okasascs. ITo-
TOMY UTO 51 7o 3TOTO JieT 20 He TPOBePs/ICs, HUKOMY He Hy>KeH ObL,
YyBCTBOBaJI Ccebst ipekpacHo» (114).

OTHolIeHWe K 3[0pPOBbI0 W KM3HEHHble TIPUOPUTETHI POCCUM-
CKUX TIAIIMEHTOB XOpOIIo 0603HaYeHbl OZIHOM M3 Bpaueid B pacckase
0 paboTe KapJuOXUPypPruYecKOro OT/[e/IeHHs:

«Bot B cenTsibpe 31ech Oyet mikBan onepaiui. [Touemy — mo-
TOMY UTO OHU BCe CBOM OT'YPIIbI yKe coOpasiu. [I/ist HUX cep/irie — 3TO
(urHs, Aa, oneparys, a BOT OT'ypiibl ceiiuac — 3TO BaXKHO...» (B2).

YacTo malyeHThbl MPUXO/AT K TeHETHKY, UTOOBI TOCTABUTH Uar-
HO3 U TIOJTYYUTh PEKOMEH/IALINY [I7isE CBOero peberka. ITpojenaB myTh
B POCCHMCKOM CHCTEMe 3/IpaBOOXPAHEHUs], TOIIyTaB 10 KabWHeTam
Kap/JM0JIOTOB, OPTOIIe/IOB, HEBPOJIOTOB, MOMCKAaB PeKOMeHJaluy Ha
caliTax maiueHToB, poauTenu co Bcero CHI' HaxoAsT ofHOro-euH-
CTBEHHOTO CTelMajrCcTa TI0 Hac/e[CTBEHHbIM [TUCTIIA3UsM COeu-
HUTeIbHON TKaHW/KapAMOMHUONaTHUsIM, Beflyllero npreMsl B Mockse.
B 11es10M, 3HaHUSI Bpauel 0 reHeTHUECKWX 3a00I€BaHUSIX pacripejie-
JIeHbl Ou€Hb HEPABHOMEDHO — OT «IIOJKOBAaHHBIX» CITE€I[UA/IUCTOB
B KPYITHBIX PerMOHaJIbHBIX LIeHTPax /|0 Bpauel, MoUYTH COBEpIIeHHO
HEe3HAKOMBIX C 3ToW 00/1acThi0 MeIUIMHEL. HarnpumMep, HEBpOJIOT MO-
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JKeT rofiaMu HabmoziaTh pebeHKa ¢ 0OMOpOKaMHu, He C/leJlaB eMy CTaH-
naptayto OKI. Vu Xopollio 13BeCTHBINA AUArH03, TaKOM Kak CUHPOM
MapdaHa, MOXKeT He OBbITH OTTO3HaH BPAUOM.

B uenom, o606i111as (1 Hen3beKHO yTIpoliiast) KapTHHY TTPHEMOB,
MOYXKHO CKa3aTh, 4TO 3ab0Ta O 3/I0POBbe Ha MpHeMax y reHeTUUYeCcKo-
rO KOHCY/IbTaHTa MMeeT BBbIPAKEHHYIO TeHJEPHYI0 CTPYKTYypy, IZe
L|eHTPa/bHYI0 TIO3ULIMI0 3aHHMMAIOT JKeHIMHbI, KOTOpble 3a00TATCS
0 310pOBbe pebeHKa 1 B MeHblIlIel CTereHn 0 COOCTBEHHOM 3710pPOBbe
Y 3[I0POBbE My>Ka. DTO MPOSIB/ISETCS, HallpUMep, B TOM, UTO yC/IOBHO
3710pOBasi JKeHIL[MHa, CKopee Bcero, OyzieT jyullie 3HaTh MOAPOOHOCTH
Me/IULIMHCKON NCTOPUH MY>Ka, UMero1LeTo 3abo/ieBaHue, UeM yC/IOBHO
37I0POBBIN MY>K — MeJULIMHCKYI0 HUCTOPHIO )KeHbI U1 pebeHKa ¢ Ha-
CJ1e/ICTBEHHBIM COCTOSTHUEM.

B mobom cyuae Jake B CUTyaluu, KOT[ia POJUTeTb U peOeHOK
MMeIOT OJJIHaKoBoe 3aboreBaHue, 3a60Ta O 37J0pPOBbE B3POCJIOTO He
TakK SIPKO BBIPaKeHa, Kak 3aboTa 0 370poBbe pebeHKa. It WUIIO-
CTpaly 3TOTO Te3uca 00paTUMCSl K C/IeAYIOIMM JBYM TIpUMepaM.
B nepBoii cuTyanuM My)KurHa, KOTOPOMY ellle B MOJIOZOCTH Bpauyu
TOBOPU/IU O BO3MOXKHOM CHH/IpoMe MapdaHna, Tak 1 He ycIiesn joexaTb
[0 TeHeTHKa, uToObl cgatk JJHK-Tect, B To Bpemsi Kak pebeHKy 3TO
MCCcrefoBaHUe ObIIO CZIe/IaHO CBOEBPEMEHHO:

«MBpI ... c pebeHKOM TpUeXand Ha TpUeM K Hel [TeHeTHKy]...
Chanu Mbl TeHeTMUeCKWW aHamu3... W BBIABAICS BOT 3TOT TeH
y CBbIHA... A My XOTeJl CZIaTh, HO He yCIiesl, Y Hero elije WHCY/bT ObLI
B 2009 ropny. Bot, He ycrien oH Cbe3uTh, HY, IOTOMY UTO CBOUM XO-
JIoM OBLIO TsDKesIo, a Ha MalllHe TaM C MapKOBKOM ObLTH TIPOO/ieMBbI.
A B mpo1sIOM rogy My y MmeHst ymep» (116).

B nmpyroti moxoxeli cuTyaliuu Ha rpyeM K reHeTHKY Mama U Tiara
NpYBe3/u JoUKy (7 JieT) Takke C 1oJ03peHreM Ha cuHpoM MapdaHa.
Oriy (44 ropa) 6wl1a cenana omneparusi B 2014 rofy 1o nMoBojy aHeB-
pU3MbI a0pTHI, [10C/Ie Yero eMy I0CTaBW/IM AHarHo3 «cuHapoM Mapda-
Ha». Ha3Hauasi jeBOuKe TperniapaThl U yIpaKHEeHHs], Bpau TIOMHTEpPeCo-
Baslachb, CJIEAUT JIM 3a CepALIeM W aOPTOM OTell, ¥ MPe/JIoKI/Ia CAemnaTh
GecriatHoe obOcenoBanve (OXO cepzija) B 3TOT XKe ZIeHb B TOU ke
K/IMHUKe, OT Yero orer] pewuresibHO oTtkaszasncs (I19). Haubonee vH-
TepecHO B 9TOM (pparmMeHTe TO, UTO B3POC/bIA MY)KUMHA HE CUMTaeT
Ba)KHBIM pery/sipHO Hab/mofaTh y Bpaya CBOe XPOHUYECKOe COCTOsTHHE
Y OTKa3bIBAeTCS Jla’ke OT OecryiaTHOM BO3MOKHOCTH TIPOBepUTHCS. [1pu
3TOM OCHOBHBIM JIML|OM, KOTOPOE CJIZUT 38 COCTOSIHMEM /IeBOUKH, /laeT
ell JleKapCTBa, TIOMHUT ee MeJULIMHCKYI0 HMCTOPUIO U 00CyX[aeT ee
C BpayoM, SIBJISIETCS] MaTh; CYTIPYT, UMEIOLIUNA Ty ke TaToI0THIO, UTO
Y [I0UKa, BeCh TIPHeM COXPaHsIeT JOCTaTOYHO OTCTPAHEHHbBIN BUJ.

[MpuBeny npyroil OTPLIBOK M3 UHTEPBBIO C >KeHIWHOU (38 JeT)
¢ cuHzpoMoM MapdaHa, mocTaB/ieHHbIM T0C/Ie OTepalydy 10 3aMme-
He aopThl. Ha Boripoc o ToM, cobupaeTcs 1 marjpieHTKa 00CyXaTh
C KeM-TO U3 POJICTBEHHHUKOB CBOe 3a00sieBaHUe, OHAa OTBeYaeT:
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[MarmenTka: 1 y)e pacckasana CBOel cTapiieil HeBeCTKe TIPO
570. [To Gpaty crapuiemy. [’Kene Gpara]. OHa cka3ana: «A Erop Bce
PaBHO BeCb B MeHSI».

A: Erop — 3710..."7

[TarmenTtka: Erop — 3T0 Mo 1IeMSIHHUK [...]

§1: Ho KTo-TO ellje MIaHUpyeT HabMIOAThCS y KapAnuoIora?

[Marentka: Hy, Erop OymeT CMOTpeTbCs, MOTOMY UTO... Emy
ceituac 14 niet. A B apMuto TioiiieT, [Tam ero] eiije [pa3] mocMoTpsT.

$1: To eCcTb IeTKM B OCHOBHOM, 1a?

[MammenTka: EcrectBenHo, aetu (I11).

Boripoc 0 Tom, coOMparOTCsl M POJCTBEHHUKH TIAl[MeHTKU Ha-
OmrofaThCst y Bpadeld, BOCIIPUHMMAETCS el B KiTtoue 3a00Thl O JeTsX,
HO He B3POCJIbIX UeHaX ceMbH (Opare, pOAUTEISX).

3abora 0 AeTsX Kak OfMH U3 TIPUOPUTETOB TMaljieHTOB/0K Ha TIpHe-
Me y Bpaua-TeHeTHKa, C OHOH CTOPOHBI, MOKET OOBSICHSITHCS CIIEld-
¢uKoii camoi obmacTy: reHeTHueckue 3aboseBaHUs UMEIOT TOCTe[-
CTBUS [|/is1 BCETO PO/ia, TIOMOIIb B TJIAHWUPOBaHUM TIOTOMCTBA BXOZUT
B 3a/lauM 3THX creLuaaucToB. C APyroil CTOPOHBI, 3aMeUeHHYIO TeH-
JIeHLIMI0 MOYKHO pacCMaTpUBaTh Kak TMpOsIB/IeHHe «KY/LTYPhI [1eTOLleH-
TpU3Ma», B KOHTEKCTe KOTOPOH «IIpaBa U UHTepechl PebeHKa BUATCS
LIEHTPa/IbHBIM TIPHOPUTETOM CeMBM» [7, c. 59]. OmnuchiBaeMblii AHHOM
[agpuHol heHOMEH «MHTEeHCHBHOTO POJWTE/THCTBOBAHKS», BO3HUK-
il nocie Bropoii MyupoBoit BoliHbl B CILIA u fuarHocTUpyeMblii aB-
TOpOM cerofiHs B Poccuu, BelBUTaeT QUIypy peOeHKa Ha TIepefHuit
TUIaH KaK 00BEeKT MOCTOSHHOW (hU3MYeCKON Y SMOLIMOHATBLHOU BOBJIe-
YeHHOCTH Yallle BCEro CO CTOPOHBI MaTepH, KOTOPasi MOXKET 3a00TUThCS
0 pebeHKe (1 ceMbe B H0/1ee IMUPOKOM CMBICIE) B yiilepO cCOOCTBEHHOMY
3[I0pOBBIO, KapbepHBIM MHTepecaM U Tipod. B Poccuu ata TeHzeHyms
TIO/IIeP)KUBAETCS B TOM UKMC/Ie TIOIUTUUeCKUM KYPCOM Ha YKperieHue
«TPaJULIIOHHBIX L[eHHOCTe»®, TO eCTh pa3fienieHre TeHepPHOTO Tpy/a,
KOTOpOe 3aKperuisieT 3a JKeHIIJMHOU CTaTyC YesioBeKa, B [epBYIO ouepesib
OTBETCTBEHHOTO 3a C()ephl 370POBbsI, TEJIECHOCTH, JOMAIITHEr0 TPyZa.
Ha pene, kak mvier IlagpuHa, MOBOPOT K «TPaAWLMOHHBIM IIeHHO-
CTAM» 03HAUaeT, UTO TOCY[aPCTBO COKpAIlaeT CBOe yuacThe B obecrie-
YeHUU >KU3HeZesTe/TbHOCTH CeMell U TiepefiaeT OTBeTCTBEHHOCTh B MX
coOCTBeHHBIE PYKH, TO eCTh B PYKHU >KEHIIWH [TaM ke, c. 173].

B sTOoli mepcriekTrBe AaHHBIE MeIUKO-TeHeTHUeCKHUX KOHCYIIb-
TalWi TIpe//IaraloT KapTUHY He CTOMBKO OMOJIOTMYeCcKH OTBETCTBEH-
HBIX TAIMEHTOB, KakK WX OMUCHIBAarOT PabuHOy U Poy3, CKO/IBKO OUO-
omeemcmeeHHblx pooumeseli, B TIepByI0 odepeAb mamepeli. B 3Tom
TJIaHe «eHeTUUeCKYI0 pecrioHCcabuin3aliiio» Ha HalllixX MarepHanax
MPOAYKTUBHO PacCMaTpHBaTh BKYTIe C POCCHMCKUM JIeTOLIEHTPU3MOM,
Kor/ia Jirofu B Oorblieli cTereHd TOTOBBI BK/IA/IbIBAaTh PECYPChI, BPeMs,
3a00Ty B 37J0pOBbe JIeTell, He>KesI B COOCTBEHHOE 37I0POBbe.

> O611eCTBEeHHBIN MTPOEKT KOHIL[EMI[UK TOCYapCTBEHHON HALMOHA/IBHOMN MOUTUKN
P® nHa nepuog no 2025 roga.
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YXu13Hb, AO0CTONHASA XU3HU

Bo3pamiasgce k Pyko, CTOMT ellje pa3 OTMETUTh, UTO B TOH Mepe,
B KaKOM MeJMKO-reHeTHUecKasi KOHCY/IbTallisl 3aTparuBaeT BOTIPOCHI
PENnpoAyKIMU U TUIaHUPOBaHUS fieTel, OHa sIB/isieTCsl 06/1acThio 61o-
No/UTUKU par excellence. TeHeTHueckoe TeCTUPOBAaHHE HE TONBKO
OLIEHMBAET BEPOSITHOCTb TIepe/laud HaC/IeICTBEHHOTO 3abo0JieBaHus
MOTOMKAaM TIAIIMeHTa, HO U CJIY)KUT CBOeoOpa3HOM «0TOOPOUHOM Ma-
IIMHKOW»: OHO OT/Ie/IAeT TPO/YKThI 3auaThsi, KOTOpble HeoOXOAUMO
COXPaHUTh, OT TeX, Ube TMosiB/IeHre HexxernarenbHo [14]. B aToM cMbic-
Jie Ha TIpYeMe y Bpaya-TeHeTHKa PeIiaeTcst BOTIPOC O TOM, SIB/ISIETCS
T >KW3HB Oyayiero (MOTeHI[MaabHOT0) pebeHKa, ec/ii OH yHac/ieay-
€T MyTaL1I0, «/[0CTOMHOW KU3HW» WIH «KU3HBIO, HEZI0CTOMHOM ObITh
MPOXUTOM» [1, c. 174]. Pe3yneraTamu 00CY>KIeHUN TSHKeCTH 3ab071e-
BaHWsI, OrPaHUUYEHUH, CBI3aHHBIX C 00pa30M >KH3HH, (DMHAHCOBBIX 3a-
TPaT Ha yXo7| 3a pe0eHKOM MOTYT OBbITh pa3/IMUHbIe PETPOAYKTUBHEIE
cTpaTeruv: poguThb pebeHKa WM chenatb abopT, BOCIOIB30BaThCS
yCIyraMy CyppOTaTHOM MaTepy WM 0TOOpaTh «370pOBbI» SMOPHUOH
METOZIOM TpeIUMITIaHTAl[MOHHOW reHeTHUeCKOU TUarHOCTUKH.

OpHako cefyeT aKKypaTHO TOBODUThH O pasHBIX 3aJadyax, KOTo-
pbie CTOSITA Tiepe]l TeHeTHUeCKUMH KOHCY/IbTaHTaMHU B pa3HOe BPeMst
B CBSI3U C UCTOPUYECKUMHU OOCTOSITE/TLCTBAMH, PAa3BUTHEM TEXHOJIO-
ruit 1 nip. HaunHas ¢ 1970-x rofoB uzeHTUMUKALUS U 00Cy>KIeHMe
TeHeTUUYeCKUX PUCKOB ObI/IM HAaIIPaB/IeHbl HA YBe/TMUEHHE KU3HEHHBIX
IIIaHCOB Y KaueCTBa >KU3HU MalueHToB [15, p. 493-495]. Meauko-re-
HeTUYeCKHe KOHCY/IbTaHThI CTa/IA YZe/sATh 00JIbIIoe 3HaUeHre BbIOO-
Py 4 camMooIIpeJieJieHHI0 TallieHTa, Ha KOTOPOM JIe)KUT OTBETCTBEH-
HOCTb 3a U3MeHeHUs B 00pa3e >KM3HH, a Takke COo0bITeHre uarHo3a
POZICTBEHHUKaM.

MO>XHO TOBOPHUTH O TOM, UTO CaM CITEKTP COCTOSIHUM, COOTHOCH-
MBIX C «KU3HBIO, JOCTOWHOHN OBITH TIPOXKUTOM», pacmipuics. [1pu-
[IUI0 TIOHUMaHWe TOTO, UTO HEKOTOpbIe Hac/e[CTBEHHbBIE MPOO/IEMBI
MOJKHO peIllaTh uepe3 BEICTPauBaHUe MHOTOCTYTIEHUaTOW COIUa/TbHOU
Y MeJIUI[UHCKOM TTOMOIIH, a He TIpepbIBaHueM OGepeMeHHOCTH. JIFau
C Pa3/IMYHbIMM HaC/e/[CTBEHHBIMU 3a00/IeBaHUSIMU CTaJ/Id BOBJ/IEKATh-
€S B TAI[MEHTCKUe cooOIecTBa, oOpa3yoliye CeTh B3aUMHON 3MO-
[[MOHA/ILHOW TIOZ/IePKKH, 00MeH WH(OopMaliyel 1o yXoAy 3a JeTbMU
CO CXOXKUMH COCTOSTHUSIMH, TOCYTY, (hU3UUeCKO Harpy3Ke, 00yUyeHH o
u np. (Hanpumep, DoH[ TOAAEPXKKH JIFOeH ¢ cuHapoMoM Mapdana®,
BHE3aITHOW apUTMHUECKOH CMEepPThO).

AHanu3upyst JaHHbIE MeUKO-TeHeTUUe CKUX KOHCY/IBTAl[UH, 5 He
BIDKY YCTAaHOBKU Ha TOOII[PEHHe POXKIeHUs WCKTFOUNTELHO 3/10pPO-
BBIX JleTeli, KOTOPYIO Mpe/IIChIBAeT «KIacCcHuecKasi» OUOMOMUTHKA.

¢ https://www.marfan.org/
7 http://www.crystalheart.ru/
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AKIIeHT, KOTOpbIl fleslaeT Bpau, CKOpee, CBsi3aH C KauyeCTBOM >KU3HU
KaK Camoro TarieHTa, Tak u Oyayiero pebeHka. Bot, Harpumep, Kak
BBITVISIASIT peKOMEeH/al[iy Bpaya 110 TIOBOAY TIJIAHUPOBaHUS POAUTE/Th-
CTBa JI/Is TTal[MeHTa ¢ CMHpoMoM Mapdana (29 net):

B2: TTosToMy Mbl TOBOPH/IH, [ja, KOT/JIA BbI OyzieTe MIaHUPOBATh
IIeTOK, TIPOCTO 3a 3TUM OoJiee BHUMATEIbHO C/ieiuTh. He coBcem pe-
OeHKYy 3arpelnarh (U3KyIBTYPOH 3aHMMAThCS. A HY)KHO 3aHUMAThCH,
yTOOBI 3TO OBIJIO yMEPeHHO U T/1aBHO. [11aBanue, Hanpumep. UToObI
He ObIsI0 MHOTO, TaM, Oera. To ecTh /Jo/KHA OBITH KapUOHArpy3Ka,
HO OHa /I0/DKHA ObITh TuiaBHasi, JIOK A/s1 yKperyieH!s] MbILIeYHOTO
KOpceTa.

B apyrom ¢parmeHTe 3Ta ke Bpau 3aTparvBaeT TeMy TIJIaHHPOBa-
HUS IeTel, Korjja 000CHOBBIBAET Ba’KHOCTh C/lau TeHETUYECKOTO TeC-
Ta AJs natueHTky (36 /1eT) ¢ HeKOMMaKTHBIM MHUOKapoM. [Tomumo
ee cOOCTBEHHOTO 3[J0POBbS, 3TO BAXXHO /1J1s1 HA0/FO[IeHNs 3a ee CbIHOM
Y BO3MOXXHBIMH OYIyLIIUMU [I€THMHU:

B2: 31ech MHTE/NEKTYaIbHOTO AeUIUTa HEeTY, TIPH TakoM 3a00-
JIeBaHUH, TI03TOMY TIpepbIBaTh OepeMeHHOCTh He pekoMeHyeTcs. Ho
MHOTY€ HalllF TIAIUeHTHI, Y>Ke KorJia peOeHOK POJIU/ICS U eCTh BbISIB-
JIeHHasi MyTalisi B CEMbe, OHU Cpa3y ZiefiatoT pebeHKy 3TO UCCIefio-
BaHMe... st Toro 4toObl OBITH UYTh-UYTh CTIOKOWHee U TIOHUMATh,
HY>KHO UM, 4YTOOBI JIOTIOJTHATE/TEHO X Kap[UOJIOT HaO/oja Uy HeT.

B o06oux ¢parmeHTax Bpau JiesiaeT akIeHT Ha TOM, Kak obecrie-
YUTh pebeHKy TPaBUILHBINA YXO/I, CIJIAHUPOBATh (PU3MUECKYIO Ha-
rpy3Ky, HabmogeHre y Bpadya. TakumM 00pa3oM, TPy TIaHUPOBAHUM
JleTel maljeHTaMy C Hac/Ie[CTBeHHbIMU AUCTIIa3UsIMU COeTUHUTE/Tb-
HOW TKaHW Bpau He TIpe/ijlaraeT Takue Kap/WHasbHble pellieHus], Kak
abopt nmm IT'], HO ZlaeT COBeTHI TI0 YXOAY 3a pebeHKoM, 06pasy »Kus-
HH, BUTaMHMHaM, Jj00aBKaM | TIp.

BriBaeT, yTO B TaKUX CUTYaLUsX Tal[MeHThbl CAMU HaCTauBalOT Ha
Oosiee pafIMKanbHBIX perieHusiX. OHU MOTYT MCIBITBIBATh CTPAX, UTO
UX [IeTH YHaCJIeAyIOT TaKOM JKe TUarHo3, riepe/iafyT UX BHyKaM U Jia-
Jiee B pony. Haripumep, »keHII[MHa, y3HaBIlasi, UYTO y JOUYepH U MyXa
cuHApoM MapdaHa, Tak 03ByurBaeT CBOU MepexuBaHus: «Hy, Te-
repb, KOHEUHO, s PeIlinia, uTo He Oyly poXKaTb, XOTS, MOXET ObITh,
u xotenock. Hy, kak 6wl gymana. Ho ctpariHo. BoT, Kak BOCIHTHI-
BaTh ZIOUKY, OHa ke JeBouKa? Eif 3aMyK BLIXOAWTH, [IeTell poXKaTh...
A BOT ellle MOXeT Takoe ObITh, UTO M3 TIOKOJIEHUS B TIOKOJIEHHE OHO
BCe arpeccuBHee U arpeccuBHee Oyget?» (T19).

[NareHTHI Tak)Xe MOTYT CTpaBeZ/IMBO OTacaThbCs, UTO He CMO-
T'yT OKa3aTb pebeHKY ZOJDKHBIM YXOf 1 TOCYJAPCTBO UM He TIOMOXKET.
OTH BOJIHEHUS YCYTYOJISIOTCA OTCYTCTBHEM aKTMBHBIX Mal[UeHTCKUX
Co0OIT1IeCTB, T/Ie OHU MOIIH Obl TIOOOIIATHCSA C TAaKUMHU K€ JIeThbMH,
00MEeHAThCS COBETaMH U TIOZI/IePXKKOU. [103TOMY HEKOTOpbIe OTKAa3bl-
BaroTCsl OT (JanbHeldei) perpoaykuuu (111, I19).
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BriBaer 1 Takoe, yTO MaljlieHTKa C 3a0o/ieBaHHEM, KOTOPOe CUu-
TaeTCsi BpauOM «HeCTPAILIHBIM», TTO3BOJISIIOLIUM, B OOIIEM-TO, BECTH
00BIUHBIN 00pa3 KU3HH, TIPH TIEPBOM 00CYK/IeHUU TOBOPUT, UTO TO-
TOBa Ha abopt. PaccMoTpuM 1oipo6HO (hparMeHT rprieMa 18-neTHeit
JIEBYILIKM 1 ee MaMbl C TIOI03PeHHeM Ha Hac/ie/[CTBEHHYIO0 apUTMUIO,
C KOTOpOTO Hauasach 3Ta CTaThs:

«[TatmenTka: Kcrarwy, o elije 1o oBo/y /eTell XoTesa ClIpOCUTb.
A MoxHO [0 poxieHusi pebeHKa BO Bpemsi OepeMeHHOCTU BBISIC-
HUTb — TIepefjacTCsl eMy MyTalus Wiu HeT? Eciu, gomycTuM, s 3To
y3Hasa, ¢fieniasia abopT, MOTOM CHOBA 3abepeMeHeria. ..

B1: EcTb npeHaTanbHas AuarHocTuka... CMOTpUM Ha/lduve mMy-
Taru 1 Tebe coobiiaem. Ho He zi71s1 Toro, UTOOBI. .. [ia... KaK ThI TTPO-
HU3Hecs1a [X/1010K].

Houb: Youts pebeHka...

Bpau: A B OCHOBHOM [ijis1 TOTO, UTOOBI MBI TIOHMMaJTK. PeGeHOK
¢ cuaapomoMm jmuHHOro QT, B mobom Bo3pacTe, Jaxke B BO3pacTe
7 HeJie/lb TecTaluy, HyXaetcs B 6eta-0okatopax... [Tostomy, ecnu
Mama MbeT CBOU OeTa-0/10KaTophl, pebeHoK ux TomydaeT... Ha Temy
abopToB, TYT Kak — JIFOJU, eCTECTBEHHO, ITPUHUMAIOT 3TO pelleHHe
B COOTBETCTBUM CO CBOMM MUPOBO33peHHeM... JTO 3abosieBaHue, KO-
TOpOe He B/MsIeT HU Ha KPacoTy («rapHa ZieBUIIa»), HA Ha UHTEJITIEKT
(Toxxe Bce B mopsizike). KoHTponupyertcsi B 06111eM-To He caMbIMU JI0-
POTMMU Ha CBeTe Tperaparamu. 3a uTo 6osaTecst-to?» (1110).

B atom ¢parmenTe Bpau hakTruecku cMsirdaeT Hosee pajidKasib-
Hbl{i HACTPOH MallMeHTKU Ha POKAEHHe UCK/IHUUTEbHO 370pOBOr0
pebenka. [Isisi 1iesieil 3TOM CTaThW MHTEpeCHa CaMa apryMeHTalys
Bpaua: 3abosieBaHMe MaMbl He TIOBJIMSIET Ha €ro WHTeJUIEKT, BHeIl-
HUM BUZ U He TIOTpeOyeT OT poauTeseli HETIOCHUTbHBIX (PUHAHCOBBIX
BIIO’KeHUH. BeposiTHO, 3T KPUTEPUM MOXKHO CUMTATh BAXKHBIMU [IIsI
OoTIpe/iesieHust TOTO, UYTO TIOHUMAETCS MO/, «0CTOUHON», HeoOpeMeHu-
TeJIbHOM >KU3HbIO.

Cnydyau, Korjja Bpau MOTYT DPeKOMeH[]0BaThb 0Oosiee KapAWHallb-
Hble Mepbl, TaKMe KaK MpeANMIIaHTALMOHHOe T'eHeTHUecKoe Tec-
THUPOBaHUe, KacaroTCsl PeJKUX CUTyallid C Hac/e[CTBEHHbIMHU 3a-
OosieBaHMsIMU Cep/ilia, KOTZa B ceMbe OOBIYHO Y)Ke yMep OfWH WH
HECKOJIBKO JIeTel. ITO «CI0KHBIE» C/Tyuau HaC/IeI0BaHuUs, KOT/ia, Ha-
TIpUMep, KaXK/IbIi U3 pojiuTesielt siBisieTCsi HOCUTesieM MyTallii, KOTo-
pble, «00beJUHUBIINCE» B pebeHKe, TIPUBOAAT K «IPyObIM TTOpPOKaM
Pa3BUTHS», TaK UTO pebeHOK ymupaeT B miazeHuectBe (B1). Takue
PO/IUTEJTU MTPUXOJAT K TEHETHKY, UTO0bI, Ucrosb3oBaB [T/, HakoHel],
pozauTh pebeHKa, KOTOPBI Oy/eT XKUTb.

% % %k

«Kmaccuueckasi» OMOIOMUTUKA BUAUT MEAULIMHY KaK MOCTOSH-
HOTO «TapTHepa» rocyapCcTBa, KOTOpOe uepe3 MHCTUTYT MeJULIHBI
TbITAeTCS TIOMYUYUTh OT HaceJeHUss MaKCUMyM SKOHOMHWUeCKOU BbI-
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rofiel: 3a00TSICH O 3710pPOBbE HAI[UM, C O/IHOW CTOPOHBI, U W30aBJISSIChH
OT OOJIbHBIX, YKOHOMHUYECKU OeCrosie3HbIX WHIWBUAOB, — C JPY-
roii. ViccieoBaTesi COBpEMEHHBIX OMOTEXHOJIOTHM TMOKAa3a/iH, uTo
OMOB/IaCTh CerofHs peaan3yeTcs Ha YPOBHE «peCroHCcabumi3arum»
1 BbIOOpa camoro maiyeHTa, KOTOPbIM 3auHTepecoBaH B 3aboTe 0 co6-
CTBEHHOM 3/10pOBbe /1/Is1 YBeJTMUeHHsI [IIaHCOB Ha PbIHKe TPyJa.
OpHaKo MaTepuasbl MeJUKO-TeHeTHUe CKUX KOHCYy/bTarui B Poc-
CHUU TI03BOJISIIOT CyII[eCTBEHHO KOHKPEeTHU3UPOBATh 3TH Ujieu. Bo-miep-
BBIX, CPeJ{ TAlMeHTOB C HaC/e[CTBEHHBIMM 3a00/IeBaHUSIMU COe-
MUHUTEILHON TKAaHW W HApYIIEHWSMUA PUTMA CepZlia, TIOCEITaBIINX
Bpaya-TeHeTHKa, s yBU/iesia He CTOJbKO OTBETCTBEHHBIX OMO/OrHue-
CKMX CyOBEKTOB, CKOMBKO OMOOTBETCTBEHHBIX POAWTENeH, TOTOBBIX
aKTMBHO WHBECTHUPOBATH BPEMS, JIeHbTH, IMOINY B 60/TBHOTO pebeH-
Ka. Bpemsi u pecypchbl, 0TBOMMbIe PeOeHKY, HeCOTIOCTaBUMEI C TeM,
YTO OTBOZJAT [iisi cebsi B3pOC/Ible MarjieHThl. DTO COOTHOCUTCS C 00-
UM 3aMedaHheM Bpaueil 0 TOM, YTO OOJIBIITMHCTBO Me/IUKO-TeHeTH-
YyeCKUX KOHCy/bTanyii B Poccun paboTatot ¢ 6epeMeHHBIMU U Ie€TbMU
C HacJIeICTBEHHOM T1aTo/IOTHel, a He CO B3POC/BIMU MalieHTaMH.
Borpeky TpaJuiMOHHOMY 00pa3y reHeTHKa Kak 4eoBeKa, KOTO-
PbIii Cr1ocOOCTBYET TOMY, UTOOBI TIALMeHThl W30eXKanu Tepe/jaud Ha-
CJIeZICTBEHHOTO COCTOSTHUSI, CTIeLIMA/IMCTBI TI0 reHeTHYeCKUM 3a0osieBa-
HUSIMU Cep/illa U COeMHUTE/TbHON TKAaHW YacTo, Haob0pOT, CMSTYAroT
ropoii 6osee pajiMKa/ibHble MHEHUS TTAIJMEHTOB, pabOTaroT C UX CTpa-
XaMH{ ¥ BOJTHEHUSIMH. B MX 3a/1auy BXOAUT HayYUTb CEMBIO MPABUIBHO
YXa)KMBaTh 33 TaKUM Pe0eHKOM, TIJIAaHUPOBaTh ero 00pa3 >Ku3HU U (u-
3UYeCKyH0 HarpysKy, uTtoObl OH(a) Mor(jla) MaKCMMa/bHO TIO/THO YKUTh
00bIUHOM >KU3HBI0. OOCYKJaeMble 371eChb COCTOSTHHSI He TT0fIpa3yMeBaroT
VHTEJIIEKTYaIbHBIX HapYIIIeHHH, KOTOPbIe MOIJIM ObI CUATHIBATHCS KaK
TIPU3HAK «KU3HH, HEJIOCTOMHOM ObITh TPOXXUTOM». [TallMeHT 1 Bpay Mo-
ryT o6cyath 6osiee pafiviKaIbHbIe Mepbl PeNPOYKIIWH, TakKe KaK OT-
60p amOproHa Metoziom TT]T B CBsI3u C peJKUMH 3a00/1eBaHUSIMU CEPJI-
1], TIPX KOTOPBIX ZIETU YMHUPAIOT BO MjazieHuecTBe. [1pu 00CyXaeHnn
POJMTENBCTBA MPUHUMAIOTCS BO BHUMAaHHe TaKye TlapaMeTphl, KaK THII,
TSDKeCTh 3a00JieBaHMsl, TO, B KaKOW CTeIeHW OHO TIOBJIMSIET HAa WHTEJI-
JIEKT, BHEILITHOCTh pe0eHKa, HACKOJTLKO /JOPOTOCTOSIIAM OyZIeT JeueHue.

CnUCoOK y4acTHUKOB

B1 — Bpau-reHeTuK, CrieMaauCT M0 HaC/le[ACTBEHHbIM HapyLLIeHUsIM
pUTMa CepzLa;

B2 — Bpau-reHeTuK, Creryaju3vpyrOLIUNICS Ha Hac/elCTBeH-
HBIX AUCTIIA3USIX COeJUHUTETHLHON TKaHU.

I11 — uHTepBBIO C MaLMeHTKOU, 38 JieT, ¢ AUCIIa3uell cCoeuHU-
Te/IbHOW TKaHW, C TIOI03peHHeM Ha cHHApoM Mapdana B GosbHMLIE.
VHTepBBIO MPOUCXOAUT Uepe3 HeflesIto MoC/e Orepanuy Ha aopre;
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[12 — vHTepBbIO C MalUeHTOM ¢ chHApoMoM MapdaHa, 29 ser,
B MOJIMK/IMHYKeE, TI0C/Ie TIOBTOPHOM OIepaLjiu 10 3aMeHe aopThl;

I13 — uHTepBBIO C MaTepbr0 MajlbYMKa C peJKUM ayTOCOMHO-pe-
1IeCCUBHBIM TUTIOM CUH/IpoMa Dijiepca-/lannoca (3 roga);

[14 — ripyeM My>KUMHBI C TUTIEPTPO(UUECKON KapAUOMHUOTIaTUel;

I15 — mpueM MauyWeHTKU C KapAWOMMOIaTHel, [iBe BHe3arHble
CMepTH B CeMbe y MaTepy U CecTphbl. Y M/aZilllero CbiHa Hali/jeHa Ta-
Kasl )kKe MyTallus;

16 — TenecdoHHOE WHTEPBBIO C MaMoW ToApocTKa (15 seT)
¢ cuaapomom Mapdana. B 2018 rogy oT ocTaHOBKU cepjilia ymep
oTel], TaK’Ke UMeBLLIWI cCUHAPOM MapdaHa;

[17 — mpuem nauueHTKH, 59 seT, MofO3peHue Ha Hac/ie[CTBeH-
HOe HapyllleHre pUTMa Cep/lia;

18 — TteneoHHOE MHTEPBBLIO C 6AOYIIKOW [IEBOUKU C PEIKAM
ayTOCOMHO-peLIeCCMBHBIM ~ TUIIOM ~ CHHZApOMa  Jfepca-/lannoca
(2 roga);

I19 — npuem c cembeii: oub (7 yieT, cuHapoM Mapdana), oTel]
(44 ropma, cuaipom Mapdana), Math (370pOBa);

[110 — mpuem natueHTkH (18 n1eT, oo3peHre Ha Hac/leICTBeH-
HYI0 apUTMHIO) U ee MaMbl.
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Abstract. The article explicates the ideas of Rabinow, Rose and several other
authors regarding the forms that biopolitics takes in the 21st century in re-
lation to the development of biotechnologies. | substantially respecify these
ideas using the data from a field study of genetic consultations in Moscow.
On the one hand, in contrast to responsible biological subjects, at such con-
sultations one can more likely see bio-responsible parents taking care of chil-
dren. On the other hand, contrary to the traditional image of a geneticist as a
person who “embodies” biopower and wants patients to avoid transmission
of a hereditary condition, specialists in the genetic diseases of heart and
connective tissue considered here often, on the contrary, smoothen more
radical opinions of patients, work with their fears and worries. Their goals
include teaching the family to properly care for a child with such a condition,
plan their lifestyle and physical activity, so that (s)he can live an ordinary life.
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