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“B TAIIMHY TTOPOJY...”,

WJIN “AYTOCOMHO-TOMWHAHTHOE
HACJIEJJOBAHUME”: TTIEPEOCMBICJISIS
OIIIO3WUIINIO ILLNESS/DISEASE

Karoueswvie croea: MmeauiiMHCKast aHTPOIIOJOTrusl, 00JIe3Hb, 3a00I€BaHUE,
illness, disease, uccnenoBaHust HAYKU U TEXHOJIOTHI, MHTEPIIPETATUBHbBIN
TMOBOPOT, OHTOJIOTMYECKUI TTOBOPOT

CraTbsl NpeaCcTaBisieT cOO0M MOMbBITKY MePeOCMbICICHUST ONMO3ULIUM illness/disease,
CTaBILIEH KJTIOYEBOM JJIsI MHOTMX TEKCTOB B MEAULIMHCKOM aHTpomnoysiornu. CHavajia aB-
TOPBI AHAJTU3UPYIOT TO, KAK 1 B KAKOM KOHTEKCTE 3Ta OIIIO3ULIMs BO3HUKIA. Jlajee peub
3aXOIUT O MEPECMOTPE TAHHOTO PAa3IMYSHUsI CO CTOPOHBI MCCIen0oBaTeIeld HayKU 1 TeX -
HOJIOTHMIA, B YyacTHOCTU AHHMapu Mo:i. [Tociie yero B ctaThe aHAJIM3UPYIOTCS ayano-
3aIMCU MEIMKO-T€HETUYECKUX KOHCY/IbTALIMIA, COOPAHHBIX B OMHOM KPYITHOM MEIUIIMH-
ckoM 1ieHTpe B Mockse B 2018 r. Cnenas nuxotomuio illness/disease He NCXOTHON TOY-
KOM, a IpeIMeTOM MHTEpeCa, aBTOPhl PACCMATPUBAIOT TO, KAK BO B3aUMOIEHCTBUU
Bpaya ¥ MalyeHTa I10-pa3HoOMY 3a[eiiCTBYIOTCS HAC/IEACTBEHHbIE 0OJE3HU U CaMO PO/~
cTBO. Bpauu amesutpyioT K HEKOTOPBIM OOIIMM MPUHIIAIIAM ¥ MeXaHHU3MaM, KOTOpbIe
PETyJIMPYIOT HacjeIoBaHUe reHOB. [1allMeHThI XKe apTUKYJIUPYIOT CBSI3U C POJICTBEHHM-
KaMM Ha OCHOBaHMU OOILEHUSI C HUMU B CEMEMHOM Kpyry. B HeKoTopoM poje Bpauyu
0000IIAIOT POACTBEHHBIE CBSI3U Yepe3 CTATUCTUKY 1 OMOJIOTMYSCKIe 3HAHUST O HACJIeI0-
BaHWM, B TO BpeMs KaK MALMEHThI, HA000POT, KOHKPETU3UPYIOT, alle/UTUPYIOT K KOH-
KPETHOMY OIIBITY.

Wnest HamMcaTh 3TOT TEKCT BO3HUKJIA Y aBTOPOB CTATHU IOCJIE OTHOTO ClTydasi, KOTO-
pBIil MPOU30IIET BO BpeMsl STHOrpapMyecKoro HabJoaeHUsT B KaOMHETe y Bpavya-TeHe-
TukKa. Bpau cool1uia naieHTKe, KOTopas Mpulilia K Heii Ha IpueM, 4YTO Yy Hee OOHapy-
JKeHa pelKast MyTaIusl, CIIoCOOHas CTUMYJIMPOBATh OHKOJIOTHYEeCKIe 3a00eBaHmsI. Pa3-
TOBOp 3allle)I O €€ POIMTEIISIX, TTOCKOJBKY MyTallsl MOTJIa OBITh YHACJIeMOBaHa OT HUX.
INammeHTKa BbIcKa3aja MpearnojoXkeHue, YTo MyTalus repeaagach eil oT nmamsl: “S B,
10 CTPYKTYype BCS, B 3Ty, MAaNMHY, Mopoxay. S — Komus mamsl”’, — cKa3aia oHa. Bpau mo-
ObITaJIach BO3Pa3suTh U OOBSICHMIA, YTO T€HBI, OTBEYAIOIINE 32 YePThl BHEITHOCTH,
W TEHBI, CBSI3aHHbIE C MPeIpacloI0KeHHOCThIO K paKy, “He CUeTJIeHbl” MexXIy co0oii,
M 9Ta MyTalys TiepeaaeTcs o ayTOCOMHO-IOMUHAHTHOMY THUITY, T.€. BEPOSITHOCTh €€ Ha-
cinenoBanus — 50%.

B 31001 cuTyanmu Hac yIUBWIIO TO, KaK ITO-pa3HOMY Bpad U MAllMeHTKA OOBSICHUIIN M-
XaHW3M HacJIeJOBaHUS MyTallMK, KaK IT0-pa3HOMY OHM 3aeiCTBOBAIA POICTBEHHBIE CBS3M.
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“ITannHa mopona”, “ayrocOMHO-JAOMUHAHTHBIN TUIT” — 3TU BbIPaXKEHUS ellle He pa3 BCTpe-
YaJIUCh HAM Ha IPYTUX KOHCYJIbTAIMSX, HO JeJI0 He TOJIbKO B CJIOBax, a B TOM, UTO 32 HUMU
CTOUT. 3aaBIIMCh BOITPOCOM O TOM, KaK aHAJTM3UPOBATh 3TU Pa3IMUKsI, Mbl BCTIOMHUJIY,
YTO IOJITOE BpeMS B MEAUILIMHCKON aHTPOIIOJIOTUY OMOJIOTMYEeCKOe OOBSICHEHNE 00JIC3HU
BpayaMU U YYEHBIMU U €€ “KUTeHCKoe” MMOHUMaHKe MallMeHTaMU pa3aesiiuch.

Hauunas ¢ 70—80-x rogoB XX B. 00LLIMM MECTOM B MEAUILIMHCKOI aHTPOIOJOIMHU CTa-
JIO MMXOTOMUYHOE TIOHMMaHKe 00JIE3HU: C OMHOI CTOPOHBI, 3TO OMOJIOTMYECKast ITaToJI0-
rus (disease), ¢ Ipyroit — Te 3HAYCHMSI, KOTOPBIE CBSI3BIBAIOT C OOJIE3HBIO CaM YeJIOBEK,
ero ceMbsl 1 6au3kue (illness). BiepBbie 2T0 pasinueHue ObLIO BBEAEHO OJHUM U3 y4acT-
HUKOB CEMMHapa Mo MEAULIMHCKON aHTpomnojoruu B ['apBapackom yHUBEpCUTETE, Bpa-
yoM-ricuxuarpoM JleoHom AitzeHoeprom (Muxeas 2015). UccrienoBaTenu, MpuHUMAaBIIINE
ydyacTue B 3TOM ceMuHape B pa3zHoe BpeMs (Aptyp Kneitnman, ITon bpoasun, baiipon
T'yn, Mapu-JIxxo JdenbBekkbto I'ya, Jlunaa lappo, JIxxuH JIKeKCoH), ObLIM 00€CTTOKOEHbI
npobieMoit MeauKaanu3aluy, BIACTU OMOJOTUUECKUX OObSICHEHUI Bpauyeil Hal CyObeK-
TUBHBIMU U MHTEPCYOBCKTUBHBIMU 3HAYCHUSIMU TTAIIMEHTOB M UX OJM3KUX (CM., HATIp.:
Kleinman 1988; Delvecchio Good et al. 1992; Good 1994). OHU yKa3bIBaJM, YTO Bpaduu
HE OTHOCSITCS C OJDKHBIM BHUMAHUEM K HAPOIHBIM MPEACTABICHUAM U MPAKTUKAM',
K TOMY, KaK MPOXKXUBAIOTCS U HANEJSIOTCS CMBICJIOM OTIBIT 00Jie3HU (illness), cTpagaHus,
00J11, KaK OOJIbHBIC JIFOIM YXaXKMBAIOT 32 CBOUM TEJIOM B MTOBCETHEBHBIX, HEMEIUITNHCKIX
KOHTeKcTaX. B cBomx paboTax OHM KPUTHKOBAIM WHCTUTYT OMOMEIUIIMHEI, TTOCTABIISIIO-
1M1 HauboJiee BIUsITEIbHbIE MeTadOPhl 3A0POBbs U 00JIe3HU. BaxkHBIM T€3UCOM ITUX
HCCIeIOBaHUI OBLIO TO, YTO MEIMIIMHA 3aMKHYJIach cama Ha cebe, B CTPEMJICHUH K TeX-
HUYECKOMY COBEPIIICHCTBY, ITPOTrpeccy, HOpMaJIM3allui OHAa OKa3ajach IIyXa K 3K3MCTEeH-
HUaITbHOMY M3MEPEeHMIO 00JIe3HU (MOAPOOHBIN aHaIN3 KITIOUEBBIX Uneit cM.: Jlexyuep
2018). 3agayeit aHTPOMOJIOTOB CTAJI0 BKIOYEHUE HAPPATUBOB MAlIMEHTOB 00 UX COCTOSI-
HUHU, TpobJIeMax, 0 TOM, YTO C HUMU MPOUCXOIUT, B chepy BHMMaHUsI Bpaya. OHU mocTa-
BUWJIM TIepel COOOI 11eJTb CejlaTh MUP 3HAUYCHUI MallieHTa PeIeBAaHTHBIM TSI COITMAIbHO-
o KOHCTPYUpPOBaHUsS 00j1e3HN BpadoM. [1oSIBIIICS HOBBIN TpeH: de-medukaruszayus, oe-
ouonoeusayus 3HaHUs. Hauamu mpeAnmpuHUMATBCST TTOITBITKY 000a68ums B MEIUIIMHCKIIA
CJIOBapb U K MEAULIMHCKUM MHTEPIpeTaldsiM MUP 3HAUCHUI MallMeHTOB, CBSI3aHHbII
C BOCIIpUSITUEM OOJIM U CUMIITOMOB 3a00JIeBaHUsI, MX OTHOIICHUSIMM C OJIM3KUMU, KOJLIe-
raMH 10 paboTe, MHCTUTYTAMM COIBAIINTEHI.

ITepecmotp nuxotoMmun disease/illness B paMKax 3THOTpa(UIeCKUX UCCICTOBAHNIA
oonbHUll (Hahn, Gaines 1985; Berg, Mol 1998; Mos 2017) ro3Boua Haba0aaTh HEKOTO-
phle criennuIecKre YepThl MEAUILIMHBI KaK 0CO00T0, CJTIOXXHOT0 00BEKTa, a TOUHEE, MHO-
JKeCTBa 00BEKTOB. DTU PAOOTHI HE PACTIONIOKIIA CBOM OOBEKTHI “TIO COCENCTBY” C OOBEK-
Tamu Ouosoruu u MmenuuuHbl (Moa 2017: 53), a BTOPIIUMCh B cCaMyto TYIILY COOBITUI KM -
HMYecKol Xxu3Hu. B yactHocTH, Bcaen 3a xxoHoMm Jlo AHHMapu MoJ moka3sbiBaeT
KOMIUIEKCHOCTh M1 MHOXECTBEHHOCTb aTepOCKIIepo3a, nejias aKLeHT CKOpee Ha UChOoIHe-
Huu 00BEKTa, YeM Ha ero cyuHocmu. BMecTo TOTo YTOOBI MCXOMUTH U3 allpUOPHOTO pa3-
TaeHus disease/illness, OHa TIpejiaraeT UCCIeNI0BaTh TO, KAK MPOUCXOINT (COLIMATBLHOE)
KOHCTpyupoBaHue disease, Kak oHa (disease) pealu3yeTcsl B MpakKTUKaX Bpaya, MalMeHTa
C UCTOJb30BAHUEM MEAULMHCKOTO O0OPYAOBAHUS, CTYJIbEB U KyLIETOK, OyMaXXHBIX
M 3JICKTPOHHBIX KapT, cXeM (DMHAHCUPOBAHMSI, Ta0OpaTOPUil M KAOMHETOB Bpadeil pa3HbBIX
cnennaaIbHOCTEN.

B 3710i1 cTaThe Ha MaTepuazax 3STHOTpapUIECKOro UCCIeI0BaHUSI MEIMKO-TeHeTUYE -
CKUX KOHCYJIbTAIMI (BCETO MBI IIPUCYTCTBOBAIN Ha 43 KOHCYJIBTAIIASIX C UIOJIS ITO 1eKaOph
2018 r.) OymeT mpoaeMOHCTPHUPOBAHO, KaK BO B3aMMOICHCTBAY Bpaya 1 MalleHTa IM0-pa3-
HOMY 3aJIeHiCTBYIOTCSI HaCJIeICTBEHHBIE OOJIE3HU 1 caMo poacTBo. OaHAaKO cHavaia Heoo-
XOJMMO pa3odopaThCsl B TOM, KaK U B KAKOM KOHTEKCTE B MEAMIIMHCKON aHTPOIIOJOTMHU
TOSIBUJIOCH pa3inueHue disease 1 illness, a TakKe B TOM KOHCTPYKTUBHOI KPUTHUKE, KOTO-
POl 3Ta TMXOTOMMS TTIOABEPIIACh B paMKaX MCCIenoBaHM HayKy U TexHojoruii (STS).



160 DrHorpaduyeckoe ob6o3peHue Ne 6, 2019

Disease/illness kak OMo0orn4ecKre,/KyJbTypHbIE ACTIEKThI 00JIe3HH

Kax otmeuaeT Mon B “miomBaiie” KHUTH (T.¢. B €€ HIDKHEM, TCOPETUUECKOM paserie)
“MHOXeCTBEHHOE TeJIO: OHTOJIOTHSI B MENULIMHCKOM MpaKTUKe”, B MOCJAEBOEHHOE BpeMs
B COLIMAIbHBIX HAayKaxX CTaj0 He MPUHSITO FOBOPUTH O OUOJIOTUYECKUX PA3TUUMSIX WU
0 TOM, YTO Pa3IuuMsI MEXIY JIIOAbMU UMEIOT B T.4. OMOJIOTUUECKYIO OCHOBY. “O0cyxXe-
HIE OMOJIOTMYECKUX Pa3IMUMil MEeXIy JTIOAbMM 0Ka3ajloCh IO ITogo3peHueM... Ilomaep-
KMBAJIOCh OMOJIOTMYECKOe PaBEHCTBO UesioBedecTBa. OOCYXaeHWe pa3Inurii CTajao Tpu-
BuJierrueit couraabHbix HayK” (Moa 2017: 48). Hayku o yeioBeke COBEPIIMIN CBOEOOpa3-
HBII pazfen TeppUTOPUU: OUMOJIOTUSI U MEAUIIMHA TOBOPUIU O Tejie; COLMOJIOrus,
AHTPOIIOJIOTUSI — O COIMAJIBHBIX POJISIX M MHCTUTYTAX, CUMBOJIaX U pUTyanax. B pe3yib-
TaTe MPOU30IIIO pa3fesieHre Ha “non” (sex) U “reHaep” (gender); GUOJIOTUYECKYIO CTO-
poHY 0o0sie3HU (disease) U KyJIbTypHYIO/COLMANIbHYIO (illness); B KOHTEKCTE MCCIe0BaHU
VHBAJIUIHOCTU CTaJU pa3nnyath “yBeube” (impairment) (“OTCYTCTBUE YACTH WU LIEJOMN
KOHEYHOCTHU WM Ae(PeKT KOHEUHOCTHU, OpTaHM3Ma WJIM MeXaHM3Ma Teja”) U “MHBaINI-
HOCTb” (disability) (“HepaBHbIE IAHCHI WIX OTPAHUYEHUE NEITeIbHOCTH, BBI3BAHHOE CO-
BPEMEHHOI COllMalbHOM OpraHu3alueii, Kotopas (MpakKTUYeCKU) HE YUYUThIBAET JIIONEH,
UMeIoIMX GU3NYECKre YBeUbsl, U TAKMM 00pa30M MCKIII0YAeT UX M3 OCHOBHBIX COIIMAJb-
HBIX 3aHsaTHin”)? (uut. o: Hughes, Paterson 1997: 328).

B MennIIMHCKO# aHTPOIIOJIOTHUH TTOSIBUIACH TEHICHIINS IIPOBOIUTE UCCIIEIOBAHMS TT0-
BCEIHEBHBIX KOHTEKCTOB 3a00JieBaHUs U MpeacTaBieHuit nauueHToB (lay beliefs), KoTopble
HEepEeaKO COUYeTAINCh C aKTMBUCTCKOI 3aJaueil: KpUTUKOM OMOMETUIIMHBI KaK TeXHUYECKHU
OPUEHTUPOBAHHOM, MaTepUATMCTUIHON AUCIIUILINHEI, peIyIUPYIONIeil K OMOJIOTUM BeCh
CIIEKTp 3HaUYeHUi1 001e3HU. B (hoKyce HayIHBIX N3BICKAHWI BHIIIIEYITOMSHYTOTO rapBap-
CKOTro KpykKKa MEIUIIMHCKKMX aHTPOITOJIOTOB OKa3aJcsi MUP CMBICJIOB, pa3essieMbIX He Me-
IUKaMu-MpodeccuoHagaMu, a IpoCcThIMU JToabMu. OHU paboTaau Hal TaK Ha3. MHTEP-
MIPeTaTUBHBIM, WJIA CMBICTIO-IICHTPUIHEIM (meaning-centered), TIOTXOIOM K MCCIICIOBaHM-
SIM ¥ TIChbMEHHBIM OTITMCAaHUSIM TOTO, YTO MOXXHO Ha3BaTh B IMMPOKOM CMEBICTIC OOJIE3HBIO.
B ux paboTtax MHTepEeCHBI HECKOJbKO acIeKTOB:

1) B mpoliecce MHTEPBbIO C MAlIMEHTaMU, KOTOPbIE MOTJIM IJIUTHCS 110 HECKOJIBKO Ya-
COB, aHAJIM3UPOBAJINCH PA3INIHBIC CIIOCOOBI TOBOPEHUS O OOJIM U CTPamTaHUM, CIIOCOOBI
MPOXWBAHMS YEJIOBEKOM CBOETO COCTOSTHUS. B 9TOM cMBICTIE AeSITeIBHOCTD TapBapCKOTO
KpyXKa 0713Ka K (heHOMEHOJIOTUH, 11 KOTOPOi paboTa ¢ MepexkuBaHUSIMU 1 3Haye-
HUSIMU SIBJISIETCS KITI0UeBOM (0 (hDeHOMEHOJOTMUECKMX OCHOBAHUSAX MEIUIITMHCKOI aHTPO-
rosoruu eM.: Jexyuep 2018: 62—72)3, u k ceMnotuke: Hanpumep, KiieifHMaH rmumreT, 4To
Bpad OCYIIECTBIISICT pabOTy I10 nepesody Kajlob namueHTa (illness) Ha I3bIK IPU3HAKOB
(signs) matonoruu (disease) (Kleinman 1988: 16);

2) 3HAYCHUS pa3nesIoTCs epynnoi. UMEHHO TTO3TOMY MbI MOXEM TOBOPUTH O TOM,
YTO €CTh CITOCOOBI “HOPMAJIFHO 00J1eTh” (T.€. COLMATLHO IIPpHEeMIEMBIM 00pa3oM) U “00-
JieTb HeHopMaJibHO” (Kleinman 1980: 5). Bpau 1 mauueHT, Kak MpaBUIO, pa3aesior “1o-
KaJIbHbIe UAMOMBI 3a00JIeBaHUsI”, €CIM OHU COLIMATU3MPOBAINCH ONMHAKOBBIM 00pa3oM
W TIOJYYMJIU TIOXOKHUE TIPEACTAaBICHUS O TOM, YeM SIBJISCTCS TO WJIM MHOE 3a00jieBaHue
¥ KaK B COOTBETCTBUM C HUM ce0s BecTu. OmHAKO Bpaya OTJIMYAET OT MallMeHTa OCOOBIN
MEIUIIMHCKUI B3TJISI, IPUOOPETeHHBIN Oyiaronapst mpodeccrnoHaJTbHOMY 00pa30BaHUIO
U OIIBITY. DTOT B3IJIsII MTO3BOJISIET Bpauy BUACTh disease “dyepe3 TeOpeTUIECKYO JIUH3Y CIe-
nuduyeckoii popmbl mpakTuku”. Bpau, Takum obpasoMm, “rmiepe-KoHUrypupyer (recon-
figures) Ipo0JIeMEbI ¢ 3a001eBaHneM (illness), KOTOpbIC UCTIBITHIBACT MALIMEHT U €T0/ee pomI-
CTBEHHUKH, MEePeBOJs UX B GOPMY Y3KMX TEXHUUYECKUX BOIIPOCOB, BOMPOCOB disease”
(Ibid.).

TakuM 06pa3zoM, B OCHOBaAaHMUM MCCIIEN0BATEIbCKOM MporpaMmbl KiieiiHMaHa u ero
KOJUIET CTOUT pa3IndcHIE OMOIOTMIECKOI COCTaBIISTIONICH 00Ie3HN (disease) 1 ee OIbITa
(illness), cyObEKTUBHBIX U UHTEPCYOBEKTUBHBIX 3HAaUeHMIi. Disease — 3TO MaTOJOIUS,
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“HapyleHre (YHKIIMOHUPOBAHUST OMOJIOTMIECKUX W/ VJIN TICUXOJIOTMYECKHX MPOLIECCOB”
(Ibid.: 45). DTO HEKOTOPHBII OMOJOTMYECKUIT MEXaHU3M Heayra, KOTOPHIN Bpauu IbITAIOT-
Cs OTBICKATh “pamvKaIbHO MaTepUaaIuCTUIHBIM obpa3om™ (Ibid.: 9). lliness — 3TO OMBIT
00J1e3HH, €€ “4yBCTBO”, 3TO TO, “KaK OOJbHOM YEJOBEK, €r0 CEMbs U COLIMalIbHAsI CEThb
BOCIPUHUMAIOT, KATETOPU3UPYIOT, OOBSICHSIOT, OLIEHUBAIOT U OTBEYaloT Ha disease”
(Kneiinman 2016: 219).

XapaKTepHO, 4TO U3 Naphl disease/illness MeIUIIMHCKNE aHTPOIIOJIOTY TOTO BPEMEHH
“BbIOpain” BTOPYIO YaCTh OIIMO3ULIMHU, T.€. OOpaTUJIMCh K aHAJIM3Y OnbITa naiueHTa. OHu
MBITAJTACH, C OMHOI CTOPOHBI, IPUUTH K O0Jiee HEMTPATTbHOMY M3JIOXKEHHIO TOTO, KaK Je-
JIOBEK 1 €ro OKpYXKeHUE MepexXnBaoT HEAYT, “OCBOOOAUTL” ONMUCAHUS MPeACTaBIeHUN
MAlMEHTOB OT “MeIUIIMHCKOTO B3MIsIAa”, T.€. OT UCITOJb30BaHUS MEIUIIMHCKUX OLICHOK,
OUIBTPOB “3(P(HEKTUBHOCTN” , “pallMOHANBHOCTH”, “I0Ka3aTeNbHOCTH 1 TIpod.*, ¢ apy-
roif — BITMCATh MCCJIeI0OBaHKS 00JIe3HU B O0Jiee IIMPOKUE UCCIIeI0BaHMS O0IIeCTBa/KYIb-
Typbl. Hanpumep, aHTpoOMNoioru yoeaAuTeIbHO MoKa3aau, YTo Mpexkae YeM TOT WM UHOM
“mpusHak” (sign) OyaeT OMo3HaH YeJIOBEKOM KaK OOJIe3HEHHBIN M OH 0OpaTUTCS K Bpayy,
YTOOBI TIEPEBECTHU €ro Ha SI3bIK CUMIITOMA 00J1e3HHU (disease), 3TOT MPU3HAK YXKe TOJKCH
CYIIIECTBOBATh KaK TAKOBOI B apceHaJIe OOIINX TSI €T0 TPYITILI IPeACTaBICHUI (B T.4. TS
Bpaya M TMalKeHTa) O TOM, KaK BOCIIPUHUMATh, BLISABIATL M BLIPAXKATh STOT MPU3HAK’.
WMHorma 3ToT mepeBo OCYIIECTBIISICTCSI CAaMUM OOJIBHBIM YeJI0BEKOM M €T0 POICTBEHHU-
KaMU; B IPYTUX CIyJYasX KOHKPETHBIC MPU3HAKN/CUMIITOMEI CYATAIOTCS chepoil Mean-
LIMHCKUX TTOJITHOMOYHMI, 00JIaCThIO 3HAHUS TOW MJIM MHOU TPYMITHI ClIeHaIMCTOB. OMHAaKO
NpeAcTaBiIeHUs U MPaKTUKHU, CBSI3aHHBIE C COBaJlaHUEM C HEAYTOM, BCEeTIa BhIXOMAST
3a TIpeaesIbl OOJIBHUIL M HO30JIOTMIECKUX KATETOPHUIA.

Taxum o6pa3oM, aHTPOTIOJIOTH MIPEACTABIIIN OCHOBATEIILHYIO KPUTUKY OMOMEIUIIN -
HbI, BBICBETUB €€ TEXHOKPATUYHOCTh, YPE3MEPHYIO PallMOHALHOCTD, 3aKPBITOCTH (Berg,
Mol 1998: 4), a TakKe XapaKTepHbIE MPENCTaBICHHUs O TOM, UTO BpauM pabOTalOT Ha HEKO-
TOPOM “TIEpBUYHOM” YPOBHE (TesIa, IPUPOIbI), “KOTOPHIN HE TOJBKO HE 3aBUCUT OT KYJIb-
TYpBI, HO ipemtiectByeT eit” (Delvecchio Good et al. 1992: 8). KneitHMaH KpUTHUKOBAJI CUC-
TeMy MEIULMHCKOTO 0O0pa3oBaHUs MO CAeAyIOIIUM puuuHaM: «Bpaueit He yyaT ObITh
pedIeKCUBHBIMU MEepeBOAUMKAMU CIEU(UIECKUX CUCTeM 3HaueHuil. I3 MenBy30B OHU
BBIXOISIT HAMBHBIMM PEaIMCTAMMU... KOTOPBIE BEPST, YTO CUMIITOMBI — 3TO KJIIOUM K 00-
JIE3HU, CBUACTEIBCTBO “eCTeCTBEHHOTO” TIporecca, (pu3mdecKast CyIIHOCTb, KOTOPYIO
HY>KHO HAUTHU WK OTKPBITh. MIX pellKo yJaT TOMy, YTO OMOJIOTUUECKHE TTPOLIECCHl y3Ha-
IOTCS TOJIBKO Yepe3 COLMalbHO CKOHCTPYUPOBAHHbBIE KATETOpUM, KOTOPbIE 3a1at0T rpaHu-
1Bl OITHITA TaK e, KaK Hallla BBIIeAIast u3 crpos dhusuonorus» (Kleinman 1988: 17).
Y1006kl 3(pPeKTUBHO TUATHOCTUPOBATD U JIEUUTb, MUIIET AJlaH HT, MeaULIMHE HE HYX-
HO “co3HaHue 60JbHOr0” — OHa JIETKO 00XoauTcs 6e3 Hero 61arogapsi cneuruduyeckKoi
arnmnapartype, IpoleaypaM “pa3BoIUIOLIEeHsI” 00JIbHOIO: aHAIM3aM KPOBU WM MOYM, pa-
00Te CO CHUMKaMU U AuarpaMMaMu.

HecMotpst Ha TO UTO 3Ta KpUTHUKA 0OOCHOBaHHA, OHA MMeeT M ciadbie Mecta. C Me-
TOJOJIOTHIYECKOM TOUKM 3PEHUS UCCIICIOBAHUS rapBapICcKOTo KPyxKKa OIMpPaINCh Tpe-
MMYIIECTBEHHO Ha MHTEPBbIO, NeTaJbHbII aHAJIM3 HApPAaTUBOB MALlEHTOB. DTO AaJI0 BO3-
MOXXHOCTb YYEHBIM MOIPOOHO pa300paThCs B TEX CMBICIIaX, KOTOPBIMU HAJLISIET CBOE CO-
CTOSHHUE caM ITallMeHT, HO He B TOM, YTO MPOMCXOAMUT B OOJbHUIIAX WM HAYYHBIX
J1abopaTopusiX, KOTOPhIE U “MOCTABISIIOT” T€ BIMUSITEIbHbIE MeTa(opbl 00J€3HU, OT KOTO-
PBIX MENAHTPOTMOJIOTH MBITAIMCh OTOUTH B CBOMX OMUCAHUSIX. DTO, B CBOIO 0UYepeb, MPU-
BEJIO K TOMY, YTO OMOMEIUIIMHCKIE O0BSICHUTEIbHBIE Monenu (disease) CIiyXaT B 3THX
OIMUCAHUSIX HEKOTOPbIM MOHOJUTHBIM (DOHOM, Ha KOTOPOM “>KMBYT” MHOXECTBEHHbBIE
MnpeacTaBlieHUs] U MpakTUKKU nmaureHToB. [Tnockas “3anagHas MeauuMHa” (B € AMHCTBEH-
HOM YMCJIe) MpeacTaBieHa ckopee B Bepcuu naparpagoB U3 YYeOHUKOB MEIBY30B U Kap-
TUHOK M3 aHATOMWYECKHX aTJIacoB, UeM B TeX CII0CO0ax, KAKUMHU OHa IPaKTUKYEeTCS
KOHKPETHBIMU BpadaMU M WHCTPYMEHTAaMM B KOHKPETHBHIX KabuHeTaX. [Ipomomkas
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OCTaBaTbCs B OTBEACHHBIX UM IpaHULAX “KYyJbTYpbl”, aHTPOIIOJOTU OCTaBUIU Oe3 BHUMA-
HUs conepxkaHue omomenuumHbl (Berg, Mol 1998: 2). TeM caMbIM, YMBILLJIEHHO WX HET,
OHHU cliesiaiv CBOM BKJIal B mojjiepKaHue o0pas3a yropsigouyeHHOM, HAay4HOM, pallioHab-
HOI1, “ecTecTBeHHOI” 3amamHoil MequUWHEI (Hahn, Gaines 1985), IpoTUBOITOCTAaBICHHOM
“KyJbTYpPHBIM” MPEICTAaBICHUSIM U MPAKTUKaM MallieHTOB.

IlepecmaTpuBas onmo3unuu

HMHTEepec K aMIMMPUIECKOMY U3YISHHUIO OMOMEINIIMHEI 10 OOJIBIIEH YaCTH BO3HUK
HECKOJIbKO TM03Xe, YeM MHTepeC K aHAJIM3y HappaTUBOB MallMEHTOB, U ObLT TECHO CBsI3aH
C MCCIIeNOBAaHUSMU HayKM U TexHonoruii. [TorpykeHue Bo “BHYTPEHHIOIO KyXHIO” OMO-
MCIUIIMHEI TT0KA3aJI0, YTO KIMHUYECKAs TIpaKTUKa COTKaHa U3 Pa3HBIX TeTEPOTeHHBIX
3JIEMEHTOB, O0OBEIUHSIIOIINX TEXHUUECKIE TTPOIICAYPHI, MOPAIBHBIN BHIOOD, CITOPBI M OCO-
0oe “npodeccuoHaabHOE 3peHre” Bpauell pa3HbIX CIeMaIbHOCTEN U T.I. (CM. MEePBbIit
COOPHMK CTaTel, HAIIMCAHHBIN B 3TOM Kitoue: Hahn, Gaines 1985). PaBHO KaK 1 uX co-
BPEMEHHUKU B HAyYHBIX JJabopaTopusix (Harp., Latour, Woolgar 1986), OKyHYBIIUCH B I10-
BCEITHEBHOCTH OOJIBHUIIBI, MCCIICIOBATEeIM HE OOHAPYKUIN TaM YHCTOTO PeTHOHA HAyIHO-
ro Wi MEAMLIMHCKOTO 3HAHUSI, TPOTUBOMOCTABICHHOIO “KyJIbType” UK “001IecTBY”,
a MHOXECTBO pa3HOPOMHBIX MTPAKTHUK.

“MenununHa Ha SIBJISICTCS COTIACOBAHHBIM €OUHCTBOM (coherent unity). DTo He eIUH-
ctBo. CKopee, 3TO CIjIaB MbIC/Ieli, CMECh MPUBBIUEK, accaMOJIsSK TeXHUK. MenuunuHa —
3TO FeTePOTEeHHBbIN COI03 CIIOCOOOB yIpaBAEHUs TEJIOM, U3YYEHUSI CHUMKOB, IPOU3BO/I-
cTBa Udp, MpoBeaeHus pa3roBopoB” (Berg, Mol 1998: 3). B coopHuke “Paznuuus B me-
nuiHe. PasragbiBast mpakKTUKM, TEXHUKH U Tea” AHHMapu Mo m Mapk Bepr (1998)
TOKA3bIBAIOT Pa3ININs MEXKIY CIICIINATbHOCTSIMIA OMOMEINIIMHEI, Pa3JIMIMsT MEXIY Bpa-
YaMM U CPEIHUM MEATNEPCOHAIOM, pa3Inyus, CBI3aHHbIE C UHCTUTYLIMOHAJIbHBIM U T€0-
rpadIeCcKUM MOJOKECHUEM MEIYIPEKICHUS. 3aech ke Mo MyOoIuKyeT TIepBbie Pe3yiib-
TaThl 3THOTPA(UICCKOTO N3YICHUS KIMHUKU U JEMOHCTPHUPYET, KaK B HEM MPaKTUICCKI
OpPraHM30BaHO JICUCHHE aTepOCKIIepOo3a HIDKHUX KOHEYHOCTeil. BMecTo TOTOBEIX, a0-
CTpPaKTHBIX, Pa3 U HaABCeTIa YCTOSIBIIMXCSI HO30JI0TUM (disease) B pa3HbIX KAOMHETaX U 3a-
KyTKax OOJbHUIIBI OHA BUAUT CHYIOIIUX, TTUIIYIIUX, 0OCYXKIAIOIINX, YTO-TO 3aMEPSIIOIINX
1 (PUKCUPYIOIINX JIIOICH, IIyMHBIC MAIIMHBI, KOOPAWHUPYIOIINE CBOM TaHHBIC, YTOOHI
€O3IaTh “eqUHYI0” BEPCUIO TOTO, YTO MPOUCXOIUT C OOJBHBIM, TPOBECTU “OTCYTCTBYIO-
mue cBsa3u” (Mol 1998). To, yTo Kazanoch “enrMHO OMOJOTMYECKO pealbHOCThIO” —
aTepPOCKJIEPO30M, UCITOJTHSICTCS Yepe3 OCMOTp TeparieBTa, nomnriep-3xoKI', Mukpocko-
MMMYECKOE MCCIIeI0BaHNE TTaTOJIOTOAaHATOMAa, KAPTUHKY B MEIUIIMHCKOM yI4eOHUKE, pac-
CKa3bl MALMEHTA O TPYIHOCTSIX BO BpEeMSI €3KeTHEBHBIX ITPOTYJIOK.

ITpoBons ucciaenoBanus disease, T.e. BTOPrasiCh B JaBHO 3a0bITYI0 U OCHOBATEJbHO
MU(OIOTU3MPOBAHHYIO OMOJOTMYECKYIO YaCTh TUXOTOMUU disease/illness, Mo TTOKa3bI-
BacT, YTO OMOJIOTHS OOJIE3HN HE CBOIMTCS K MEXaHNUCTUICCKOMY MBIIIIJICHUIO Bpadeil Min
CTpOUYKaM M3 YIeOHMKa, a BKITIOYAET BCE IeTaI 00CTaHOBKM KaOMHETA, paccKa3s IMallieH-
Ta U apryMeHThl Bpaya, pa300p CHUMKOB, MUKpOIeTaau B3auMoaeicTBusi. OHa roBOPUT
0 TOM, YTO Bpayud MOHMMAIOT U 00paIaloTcs ¢ 00JIe3HbI0, UCXOIS HE U3 YMCTO HAYIHBIX
IAHHBIX, KHIDKHBIX 3HAHWM 1 ITOKAa3aTeNIeil “XOoIOMHBIX MEIUIIMHCKUX ITpHO0opoB. B cio-
Bax U JCUCTBUSX Bpadeii MbI HE BUINM OTpaXkeHHUS IIpea3alaHHOro, HaBCerma 3aKoHcep-
BUPOBAHHOIO, OMOJOTUYECKU AeTePMUHUPOBAHHOIO MbllIeHUs. CKopee, Bpauu JeMOH-
CTPUPYET IMparMaTU4IECKylo YCTAHOBKY — HaIlpUMep, KaK B TaHHOM CJIydae, B OTHOIIICHUH
aTepocKiiepo3a. X neficTBUS OonmMparoTcs He TOIbKO Ha HayYHBIC (POPMYIIBI U alIpOOHpPO-
BaHHBIC OITBITOM KOJUIET HayYHBIC TIPOTOKOJIEI (XOTS M Ha HUX B T.4.), HO TaK:Ke Ha ad hoc
00CYXIeHHUS ¢ KoJleraMy U (DpMHAHCOBBIE peCypChl YUPEKASHUsI, Ha 3ApaBblii CMBICII,
Ha o0pa3bl U IPeNCTaBICHUs, TOYePITHYTHIE U3 Meara. Mo BeIOMpaeT 3THOrpaduio B Ka-
YeCTBE OCHOBHOTO METOHA apTUKYISIIUN MHOMCECMBEHHOCMU BOIUIOIICHUN O0JIC3HI
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B KIIMHUKE. BaXKHBIM 311eCh CTAHOBUTCSI HE BOIIPOC O TOM, KaKasi 4aCTb HECUMMETPUIHOMN
CTPYKTYDHI disease/illness Haribosiee BaxkHa — “eMMHOE TeJIO” WIK “MHOXKECTBEHHbBIE Mpea-
CTaBJICHUS”, a T€ YCWJIUSI CO CTOPOHBI JIFOAEH, MaTepuaioB, KOMITBIOTEPOB, UHCTUTYTOB
(bmHAHCHpPOBaHUS, CTAHAAPTOB W MPOY., KOTOPBIE HY>KHBI IIJIST IPOM3BOMICTBA YCTONINBOM,
JIOCTOBEPHOI, XOPOIIO CKOOPAMHUPOBAHHON peaibHOCTU Oosie3HU. B ompenesieHHOM
cMbicie Mol caenaa MmoMbITKY MCCIeN0BaTh OMOJIOTMYECKYIO COCTaBIISIONIYI0O O0IE3HU
METOIOM ITOCTOSTHHOTO BKJIFOUEHHOTO HAOJIIONCHNS 32 Pa3HOPOIHON pealbHOCTBIO 00JIb-
HULbl. OTHAKO HYXHO yKa3aTh, 4TO st MO BaxkKHBI He “OM0Iorus” uim “KyinbTypa” Kak
TaKOBbIe, 3 MHOXECTBEHHBIE CIIOCOOBI CO3MaHUs, 3aJeliICTBOBAaHUS U TIOAAEPXKAHUS
aTepoCKJIepo3a,/-0B.

YTto0bl 60J1ee MoApPOOHO pa3oOopaThCs B TOM, KAK UMEHHO MoJI MbITaeTCs Mpeo10JIeTh
TPaIUIIMOHHYIO OMITO3UIINIO TIPUPOaa,/KyJIbTypa, 00paTUMCS CIlepBa K UCTOKAaM — K HC-
clienoBaHUsIM Jlabopatopuit KoHua 1970-x — Hauana 1980-x rogoB. B pamkax aTux muccie-
JMOBaHUIi OBbLIM OOHAPYXKEHbI CUTYyalluM, KOTIa Mepe yYeHbIMU BeTajla TpobJjieMa Heorlpe-
NMEJICHHOCTH: B PSIIE CyYaeB HEIb3sT ObUIO TOYHO MOHSITD, SIBJISUICS JIA Pe3yJIbTaT 3KCIIe-
prUMeHTa apTedaKToM YeJI0BEYeCKOM AeITeTbHOCTH (IIIyMOM 000pYIOBAaHUSI, JOMBICIIAMM )
WJIN XK€ 3TO CUTHAJI CO CTOPOHBI peaJIbHOCTH O YeM-TO HOBOM. B Xose HayuHoro miporiecca
YUYEHbIE CTPEMSITCS ITPEO0JIETh 3TY HEPA3IMUUMOCTh O0bEKTa U CYObEeKTa U IPUITH K CU -
Tyaluu, KOTaa CyObeKTUBHBIC JOMYIIEHUS CYIIECTBYIOT OTACIBHO OT OOBEKTUBHBIX (haK-
ToB (Cokonoea u dp. 2018). JlTabopaTopust 0Ka3bIBaeTCs CBOETO POJIa IIaBIJIBHBIM KOTJIOM,
MarMoi, B KOTOPOil TTPUBBIYHBIC /TSI HAC B TIOBCEIHEBHOCTU KaTeropuu (TIpupoaa,/Kyib-
Typa, CyObeKT/O0BEKT U T.1.) MEPEMEIIMBAIOTCSI, CIUIABISIIOTCS. DTa MarMa u3Bepraercsi
U3 1a00OPaTOPUM U 3aCTBIBAET B IPYTUX OOJIACTIX, 3a €€ MpeaesaMu, Iae OObeKTUBHbIC
(bakTbl 1 cyOBeKTUBHBIE apTedaKThl CyNIecTBYIOT pasznenbHo (Venturini 2010).

B stoii cBsa3u Jlatyp u Bysrap B “JlabopaTopHO# XXU3HU” MUIIYT O KOHCTPYUPOBAHUU
nopsifiKka U3 Xxaoca, Te MopsiIoK MMOHUMAaeTCsl Kak HEpaBHOBEPOSITHOE COBEPIIIEHUE COObI-
tuii. [Toka He TIpoBeneHbI HayIHBIE OIBITHI, HE OIyOJIMKOBAaHBI UX PE3YyIbTaThl, HE TIPH-
CYXIEHBI IIPEMUU U T.II., CYIIIECTBYET paBHAsI BEPOSITHOCTD ITPON3BEICHUS JTI0O0OTO BHICKA-
3piBaHus. OQHAKO MOCJIe 3TUX ONepalrii, Mocjie YCTaHOBJIEHUsI HEKOTOPOTO HAYYHOTO
(hakTa BOZHMKAET aCUMMETPUSI, U ITPOU3BEACHUE ONPEISIEHHbBIX BbICKa3bIBAHMI OKa3bl-
BaeTcs 0ojiee BeposiTHBIM. KOHCTpynpoBaHMEe — 3TO TpaHC(OpMalns paBHOBEPOSITHBIX
YTBep:KICHUI B HepaBHOBEPOSITHEIC. BeiBox JIaTypa COCTOUT B TOM, UTO peaTbHOCTh — 3TO
CJIeNICTBYE 3aBEPIIICHUS CITOpa, a He ero MpuYKrHa, peaTbHOCTh TPUXOAUT TocenHei (La-
tour, Woolgar 1986: 180).

YT00OBI MOHSTH MPOU3BOACTBO ACUMMETPUII/TIOpSIAKA, HY>)KHO HauyaTh C CHMMETPHH,
Xaoca WM MarMbl. B maabHeMIImeM 3To COCTOSTHIE MarMbl, KOTa Bce TTepeMeIlIaHO 1 MCXOT
JieJla HEU3BECTeH, CTaja0 MPUBUIETMPOBAHHON TOUKOM nccaenoBaHuii B STS u moayuuio
Ha3BaHue konmposep3svl (Pinch, Leuenberger 2006). YToObI MCClie10BaTh KOHTPOBEP3Y, He-
00XOIMMO TIPOAHATU3UPOBATH TO, KaK (hPOPMUPYETCS IpaHUIIA MEXKIY KaKoi-T1n00 TUX0-
TOMUE, a He UCXOOUTh M3 3TOM TpaHUIIbI U3HAYAIBLHO. DTO M3yYeHHE TOTO, KaK B XOIIE
HAy4YHOTO TIpoliecca yueHble (MU JIIOObIe PYTHe aKTOPbhI) OTAESIIOT O0beKTUBHBIE (DaKThI
OT CYyOBEKTUBHBIX apTe(haKTOB.

ITpu 3TOM BaxkHO OTMETHUTh, UTO PEeUb HE UACT O Pa3pyLICHUHN WIN IeKOHCTPYKIIUKA
0a30BBIX OIMO3UIINI MOIEepPHA: MBI XKMBEM B HUX O CHX IOP, M OT HUX HE TaK IIPOCTO
yitT. UTo OB HY TIMCAJTM TIPECTABUTEIM COLIMATbHBIX HAYK O HEOOXOIMMOCTH OTKa3aTh-
Csl OT AyaJIu3MOB, OIPOMHOE KOJUYECTBO JIOJAeH MPOMOIKUT XKUTh B ATUX OTMIMO3UIIUSIX.
Jlatyp, xak u npencrasutenu STS, He paspyliaeT 3TU OIIMO3ULIUN, HO “O0XOIUT MX
¢ (b;maHTa, YTOOBI PeKOHCTUTYHUPOBATh WU TTIepecoOpaTh, T.e. IToKa3aTh PYyTUHHBIC TTIPUYN-
HBI X BOBHUKHOBEHMSI, YCTPOMCTBO U MTpakThdeckue nocienctsust” (Kysueuos 2016: 44).
B pesyabTaTe 3T0I onepaiuu JIaTyp mpuxoauT K nepeocMmbicieHno HoBoro BpeMeHn Kak
COBOKYITHOCTH PEXMMOB CYIIECTBOBAHUS BMECTO COBOKYITHOCTH TUXOTOMMU M UHC-
TIX peruoHoB (Latour 2013). Pexcum cyujecmeoganusi — 3TO OMpPENeICHHBIN CTIOCO0
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YCTAHOBJICHUS CBSI3€i MEXIY JIFOOBIMHM BO3MOXHBIMM JIEMEHTaAMM, 3TO PEXXKUM MeIna-
1uu. TyT BaXHO 3aMETUTh, UTO caMa MJIesl PeXXrMa MPOTUBOCTOUT MOJIEPHOCTU, KOTOpast
MPEeaIIoaraeT CyIeCTBOBaHUE MHOXKECTBA PETUOHOB — TOJIMTUYECKOE, SKOHOMUYECKOE
W T.I1. Pescum mipenrosiaracT CMeIIeHNE aKIIEHTa C PeTUOHOB Ha THUII CBSI3M MEXIYy 00BeK-
TaMU, KOTOPbIE MOTYT BCTYNaTh B OTHOIICHUS Pa3IMIHBIMU CITOCOOAMH.

Mogn nenaeT CXOXMIA X0, HO TIpeajaracT roBOPUTh He O “pekuMax CyIlleCTBOBa-
Hus”, a o “nmorukax” (Mol 2008) — B meiicTBUTEIbHOCTA 00a KOHIIEIITa B TIEPBYIO OUe-
peab NpeacTaBsiioT coboit 60pbOY ¢ “perMoHabHLIM” MbllILIEHUEM. HeT HUKaKoi KoMm-
HaTBI/TIPOCTPAHCTBA/IOKAJIBHOCTH, TI¢ Bce “HaydyHoe”, “TpodeccuoHanbHOe” ¢ OMHOMU
CTOPOHBI, U “KyJIbTypHOE”, “IoBcenHeBHOE” — ¢ Apyroi. Hu onHa cynHocTh He sIBJIsI-
eTCsl TAKOBOI pa3 M HaBCEINa, a CTAHOBUTCS B OTHOIIIEHUSIX C IPYTUMU CYIITHOCTSIMU.
TakuM oOpa3oM, BMECTO KapThl PeTMOHOB (OMOJIOTUYECKOE/ColnaabHOe, Ipupoaa/
KyJIbTypa) MBI UMEEM COBOKYITHOCTD Pa3IMIHBIX CIIOCOOOB CBSI3M 3J1eMEeHTOB. [ToHATHS
JIOTUKM UJIU pexXruMa 0003HavYaroT HEKOTOPBIN crnocobd céa3u MOObIX MaTepruaaoB (MUMU
MOXET OBITh BCE UTO YTOAHO), CIIOCO0 pacmpeneaeHusi OTBETCTBEHHOCTHU, TPUYNHHOCTH,
CHJIBI, CJTA00OCTH M T.II.

Kak u uyro Hacnenyerca?
NcnosHenue reHeTHYECKOi 00J1€3HH HA KOHCYIbTAIIMH
BpaYa-reHeTHKa

I'eHeTnueckue 3a0ojieBaHUS 00IadalOT cBOCH crienmduKkoii. B otnmame, ckaxem,
OT IWarHOCTUPOBAHMS OCTPHIX MH(PEKIIMOHHBIX 00JI€3HEe, TOCTAHOBKA TOTO WJIX MHOTO
TEHETUYECKOTO TMarHo3a 4YacTo He BEJET K KAaKMM-TO CPOYHBIM HAa3HAUEHUSIM WM PaJiv-
KaJabHBIM MepaM. CKopee, YeTOBeKY PEKOMEHIYIOT HAXOAUThCS IO/ PETYASIPHBIM MEIU-
OUHCKUM HaOIOIeHUEM, VICISTh MOBBIIIICHHOS BHUMAaHKWE OTICILHBIM BOIIpOCaM ObITa:
MUTaHWI0, (GDU3NIECKUM Harpy3KkaM, BbIOOPY ITPaBUJILHOM OPTOIIeINIECKON ONEK/IbI, Pe-
JKMMY CHa U oTabixa. Hampumep, Bo BpeMst KOHCY/IbTAallMK Bpay 1aeT YeJIOBEKY C CHHAPO-
MoM MapgaHa (T1aTojiorusi COeIMHUTENIbHOM TKaHW) peKOMEHAALMN, CBSI3aHHbIE CO CTU-
JIeM XHU3HU: 0acCeiTH MM MSITKIE, HO peryiIsIpHbIe (pu3nIecKue Harpy3KH, YTOOBI IepKaTh
MBIIIIIH B TOHYCE M “He TiepeKavaTh KiamnaH [cepanal”. JlmarHocTuka u JoKaau3aiust
npo0bJieMbl B KAKOM-TO I'e€HE WM 00JacTU TeHOB HE 0O3HayaeT, YTO Bpady MOXKET Mpeajio-
JKUTb KaK1e-To ObICTphIe U 3¢ (GEKTUBHBIE CITIOCOOKI JISUSHUS 60.4e3HU VI YCTPaHESHUS TeX
VI WHBIX CUMITTOMOB. [103TOMY B MHTepecax Bpada TOHECTH IO MAIIMEHTOB M UX POJI-
CTBEHHUKOB ITOHMMAaHME BaXKHOCTU TEHETUUECKOTO TECTUPOBAHUS IaskKe HECMOTPSI Ha ToO,
YTO Bpay He BCerna MMeeT BO3MOXKHOCTb MPEIIOKUTh KaK1e-TO FOTOBbIE CLIEHAPUHU Jieue-
HUS 1o (PaKTy AMarHo3a.

MBI IPUCYTCTBOBAIM Ha MEINKO-TEHETUUECKNX KOHCYJIBTAIUSX C YCTHOTO COTJIACHS
manreHToB. Kak mpaBuito, Takoii mpuem mutces mopsinka 30—60 muHyT. OH HaUMHAETCS
C orpoca MalueHTOB, BO BpeMsl KOTOPOTo oOCyXKIaeTcsl aHaMHe3 00JIe3HU: Tle, Koraa
ObLIa OOHApyKeHa, KaKue 00CIeq0BaHUS U OIepalliy ObUIH CleJIaHbl, KaK1Ue TOKYMEHTHI
Yy HUX eCTh “Ha pykax”. KaxmpIil pa3 Ha TIpreMax pedb 3aXOOUT O POACTBEHHMKAX: Bpad
3a/1aeT BOITPOCHI O 3a00JIEBaHMSIX B CEMbE, HAIIPUMep O CJIyJasiX paka Wiy BHE3aIHOM cep-
JIEYHOUN CMEPTU Y POACTBEHHUKOB. DTO HEOOXOAMMO, YTOOBI YTOUHUTH AUAaTHO3bI camux
MaIMeHTOB: MOHSTh, YHACIECAOBAHA JIM 3Ta MyTallMsI OT KOTO-TO U3 POAUTENICH WA 3TO TaK
Has3. cllyuyaii de novo, T.e. TaHHasI MyTallMs 3apeTUCTPUPOBAaHA B ceMbe BriepBbie. [locie
ATOTO WHOTIA Bpay JesiaeT HeOOJIBIION OCMOTP C LIETbIO MCCIIEIOBAHMST YIIPYTOCTH KOXU
U CYCTaBOB (3TO BaXKHO IMPU AMaTHOCTUPOBAHUM JUCILIA3Uil COEAUHUTEIbHON TKaHU).
W, HakoHell, cleayeT cTaaus HalMcaHUs KOHCY/IbTallMM, KOTJa Bpad IeyaTaeT Ha KOM-
MBIOTEpe KOPOTKOE pe3ioMe TpreMa W peKOMEHIALINHT, a TTallieHT WX TallieHTKa OCcTa-
€TCsl B KaOMHETe WJIK eTo/ee MPOCST MOA0XKAATh B Kopuaope. OOBIYHO B 3TO “OKHO” MBI
¢ HUM/Heil 6ecenyem. [1ocie aTana HarmMcaHUs KOHCYJIbTallUU YEJIOBEKY BpydaeTcsl JIUCT
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C COOTBETCTBYIOIIMMU PEKOMEHAALMSIMUA U TIPU HEOOXOAMMOCTH ellle pa3 00CyKIatoTCsI
KakKue-TO IeTasu.

Bo Bpems nmpuema BpauM U MaliieHThl HECKOIBKO MTO-Pa3HOMY apTUKYJIUPYIOT IIPUPO-
Iy 3a00J1eBaHUSI, €r0 BO3MOXKHOE IIPOUCXOXIeHne. PaccMOTprM HECKOIBKO (pparMeHTOB
MEINKO-TeHETUIECKUX KOHCYTbTallHA.

®parmenr 1.

Iayuenmrka: 51 MpocTo IMOYEMY-TO YBepeHa, MHTYULIMST Y MEHS TaKasl BCe-TaKl UMEETCS:
s1 OYEHb B MAMUHY MOPOIY, B 3TY MUBAHOBCKYIO [hamuaus usmenena] nopomy. C cecTpoii Mbl
abCOIIOTHO pa3HbIe TI0 CTPYKTYPE, a S BCS MO CTPYKTYpE B 3TY MAIMHY ITOPOIY, W I KOTTUS
mamnbl. CecTpa MOsI, 51 JaXe yBepeHa, 4YTO OHa B MaMUHY. B MaMuHy mmopozy.

Bpau: K coxaneHuio, TeHbl He OBIBAIOT CLIETUICHBI, HAIIPUMEP, C TIOJIOM MM ¢ BHEITHO-
CTBIO, TO €CTh 3TO COBEPIICHHO pa3HbIC TCHEI.

Ilayuenmra: Bot 3T0 e KaK-TO UAET, UTO 51 KOIMMS Tambl, a cecTpa BOOOIe He KOMuUs
narnel.

Bpau: Hy, y marisl ke HeT OHKOJIOTMYECKHUX 3aboyieBaHmii... [loaToMy Ha camoM zejie O4eHb
BaxkKHO, YTOOBI MMEHHO T1aIia, HalpuMep, Coajl TeHeTMYSCKMil aHaIu3... BO3MOXHO, OH HO-
CUTEJIb MYTaIlu, HO OHA Y HeTO He TIPOSIBIIIACh B BUIe paka. Eciii oH He HocuTeb, Torna
9T0 MyTaLus de novo <...>.

Hayuenmra: Otkyna B3sicst Torna?

Bpau: 30% ciy4aeB 1mo4eMy-To BIIEPBBIE Y Y€JIOBEKA BOSHUKAIOT.

B nipuBeneHHOM (bparMeHTe Bpad M MallMeHTKa IM0-Pa3HOMY ITPOBOMIST CBSI3U, pa3ind-
HBIM 00pa3oM uX pacnpedeasrom. I1ocaeTHSIST aneIIMPYET K CBOEMY CEMEITHOMY MHTEPCyOh-
€KTUBHOMY OTIBITY — K CXOXECTH C IPYTUM YeJIOBEKOM, UTO SIBJISIETCS IPU3HAKOM POJICTBA,
HEKOTOpO¥ CBsI3U. BrineneHue aToil cBsI3u cpeny BCeX NPYTMX CAYXKUT MPUMEPOM “TPaKTHU-
YECKOTO pONCTBA”, T.€. TOTO, «KTO Ha MIPAKTUKE OIO3HACTCS KaK [MMEIOIINii| OTHOIIIEHHE,
KTO CUMTaeTCs “ceMbeil” U rie jexart rpaHuibl “cembu”» (Featherstone et al. 2006: 12). Csi-
31 MEXJIy POACTBEHHUKAMU YacTO KPUCTAJUTM3YIOTCS B pa3roBOpax B KPYTy POIHBIX O TOM,
YTO KTO-TO Ha KOT'O-TO MOXO0X, KTO B KOTO MOIIIeJ, B Ublo “riopoay”, “pon”, “IuHUIO”.

OnHa u3 3aga4 reHeTKa — JOHECTH A0 MAllMeHTKU HEKOTOPYIO, YCIOBHO TOBOPS,
“IreHeTUUYEeCKY0/0MOIOTHICCKYIO” MOIEb Iepeaadn 3a0boeBaHus. 1711 TeHETHKA 3Ta MO-
JIeJTb TJIaBHBIM 00pa30oM TIPeCTaBIsSIeT COO0I TTpUMEpP OHOTO M3 HECKOIBKUX BUIIOB MEH -
JIeJIEBCKOTO HacJieIOBaHUS: ayTOCOMHO-TOMUHAHTHOTO, ayTOCOMHO-PEIECCUBHOTO
1 X-CLETUIEHHOr0. DTO cxeMa, OIepUpylolasi CTATUCTUKOM U BeposTHocTsIMU (“30% ciy-
YaeB MOYEMY-TO BIIEpBBIC Y YeJIOBeKa BOZHMKAIOT”). BrICKa3pIBaHMS Bpaya OCHOBEIBAIOT-
Cs1 Ha MaHHBIX JJA0OPATOPHOTO TeCTa KPOBU IMAIIMEHTKH, a TAKXKe POIOCIOBHON, KOTOPYIO
Bpay OOBIYHO PUCYET OT PyKU Yy ce0sl B TeTpaau. BoisiBleHHAass MyTalus MHTEPIIPETUPYeT-
¢S B CpaBHEHUH ¢ MH(OpPMALIME Mo aHAJTOTMYHOM MyTallMy, MMEIOIIEICST B MEXKIyHAPO/I-
HBIX 0a3ax JaHHBIX.

IManueHTKa, B CBOIO OYepellb, OIMMMCHIBACT HAC/IeI0BaHWE KaK MPUINHY/CIIeICTBUE
MPOSIBJICHUST OCO00I CBSI3U C HEKOTOPHIMM POJACTBEHHUKAMU WIU TPYNIION OJIU3KUX JII0-
NIei, XKMBbIX U ymMeplux. [IpuMeuaresibHO, UTO 3a€iCTBOBAHME T€HETUYECKOI 00IE3HU,
10 JIOTMKE MAlIMEHTKH, MOIpa3yMeBaeT BHEITHIOK CXOXECTh (MM CXOXECTh B KAKMX-TO
MPUBBIYKAX) C TeM, OT KOTO OblIa yHacyieaoBaHa MyTaiusi. CTerneHb CX0XECTH C POIUTE -
JIIMU O3HayaeT IJIs1 Hee TaKKe TO, YTO IOMUMO BHEITHOCTH OHU pa3fesiioT ellle KaKrue-To
npusHaku®. B 1aHHOM cilyyae MalueHTKa MPeAnosaraeT HeKyIo CBsi3b CO CBOMM OTLIOM,
CXOXKECTb C HUM “TIO CTPYKType”, KOTOpast yKa3bIBacT Ha TO, YTO M MyTalllIO OHA yHacJIe-
JI0BaJIa OT OTIA. DTO MPEIIOJIOKEHNE KOCBEHHO MOIIEPKUBAETCS Ueeil Bpadya 0 TOM, YTO
YeJI0BEK MOXKET BCIO XKM3Hb OBITh “HOCUTENIEM” MyTalluu, T.€. KUTh 0e3 nposerenus 60ne3-
HU (y marbl He ObLIO paka), HO repenaThb ee cBouM AeTsIM. COOTBETCTBEHHO 00JIe3Hb, KaK
¥ POACTBO, OKAa3bIBACTCS TYT HEKOM OCOOOI CBSI3bIO, CYIIECTBYIOIICH MEXKAY YeHAMU
cembu. [Ipruem He MeXIy BCeMU — HAINlpUMep, B JaHHOM CJiydyae 3TO CBS3b MOYEPU
M OTILIa, a He JoYepy U MaTepu.
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B npyroii cuTyaium nmaumpeHTKa ¢ CMHIpoMoM MapdaHa rpu 00Cy>KIeHUU TOTO, KOMY
B €€ CeMbE TaKKe CTOUT 00CJIeI0BaThCsI, TOBOPUT O TOM, YTO €€ IIJIEMIHHUKY HE I'PO3UT
3TO 3a00JIeBaHUE, TTOTOMY UTO OH He ITOIIIeJ B “TIopony” MalMeHTKH 1 ee OpaTta (CBOETO
OTIIa), HO, HA00OPOT, MOIIIe] B MaTh, Y KOTOpOi cuHApoMa MapdaHa HeT. 31ech mamu-
€HTKAa MOTYEPKUBAET 0COOYIO CBS3h IUIEMSTHHIKA U €70 MaTepu (HEBECTKM) Yepe3 BHEII -
Hee CXOACTBO: “Jlaxke Koraa COJHBIIIKO €33, CUTYAThI, OHM Aa)e CTOST OAUHAKOBO...
Yy HAX OJMHAKOBBIE IJ1a3a, BOJIOCHI Y HUX... OH KOTIa paciyCKaeT BOT TaK BOT BOJIOCHI, OH
IpsIM IeBOYKa, KpacuBas AeBovkKa...”. [1o MHEHHUIO TTAIIMeHTKN, MaJIbYUKY HE YIpOXKaeT
6oJre3Hh Mapdana, TTOTOMY YTO BHEIITHE OH ITOXOX Ha WieHa CEMBH, Y KOTOPOTO 3TOM 60-
JIE3HU HET.

PaccMmoTrpum eliie n1Ba MoxXoxXux (parMeHTa.

®parmenr 2.

Bpau: Bot 51 MyTanuu, kak y Bac, onu y myxuuH... Hy, y My>X4uH pexe ObIBaeT pak MO-
JIOYHOU XeJie3bl, paK SIMIHMKA He ObIBaeT HUKOT/A, TIOTOMY YTO Y HUX UX HETY. A BOT pak
KesyaKa, MellaHOMa, pak MpocTaThl — y HUX ObIBaeT yauie... Ipyroii BOpoc — 4To y XeH-
IIMH TT0YBa ynoOHee, TOPMOHBI, ¥ TIOATOMY Y HUX 3TO BBI3BIBAETCST paHbIle. Y MYKUMH 3TO
MOXeT OBbITh MOMo3Xe... [103ToMy BITOJIHE BO3MOXKHO, UTO PaK XelyaKa ToxXe ObUT CBSI3aH
C 3TOU MyTaluen.

1layuenmxa: 51 BoOOLIE B MANUHY MMOPOLTY.

Bpau: Hy, y Hac y KaxX/10r0 COPOK ThICSY T€HOB, U €CJIM Mbl BHELITHE TTOXOXM, 9TO HE 3Ha-
YUT, 9YTO MBI YHACJIeooBaJM Bce. Bce paBHO MBI UTO-TO GepeM OT MaMBbl, YTO-TO OT TIaITbI.
OrnATh xe, TOHUMAaeTe, TOPMOHATBHBIN. .. )XEHCKUIT OaTaHC MBI Bce paBHO OEpeM OT MaMBbl,
a He OT maribl yaie Bcero. Ho nHorna ropopst: “BblanTast cBEeKpoBb”.

®parmenr 3.

Mama nayuenma: Hu y Xoro u3 poJaCTBEHHUKOB HEeT OOJIE3HU, Y CTaplIero ChbiHA HET,
Yy MEHsI HeT.

Bpau: Becerna puck nepenayy mThASCAT MPOLIEHTOB: ISITHAECST IMPOIIEHTOB, YTO YeJIOBEK
IMOJIyYUT T€H, MIATHAECST, YTO HET.

g naimeHToB B (pparMeHTax 1 1 2 CBSI3b C OTILIOM UTPaAET 0COOYIO POJIb BBUAY BHEIII -
Heil (1 B mepBOM (pparMeHTe BHYTpeHHei) cxoxecTu. 1o joruke xe Bpaueii-reHETUKOB
CBSI3b TOYEPH C ITaTrloil HUUEeM He OTJIMYAeTCs OT CBSI3M, HampuMep, ¢ MaMoid. JIJis reHeTn-
KU 3T CBSI3M PaBHO3HAYHBI, T.K. BEPOSITHOCTD Iepeaaun ogHa u Ta xxe — 50%. B oTHO-
LIEHUM TOTO, KaK T'€HETUKa 3a[eiCTBYET CBSI3U MEXIY JIIOIbMU, ITOKA3ATEIbHbI CJACIY-
[01LMe WITIOCTPALIVN:

Ha pucyHkax — oIWH M3 METOAOB COCTABJIICHUS M aHAJIN3a POIOCIOBHOM, I/Ie YIUTHI-
BaIOTCsI TOKOJIEHUST CEMbH, T10JI, BO3PACT M MAaTOJIOTMM (Ha IIEPBOM PHUCYHKE YePHBIM 11BE-
TOM OTMEUEHBI YWICHBI OHOM CEMbH, Y KOTOPBIX IIOATBEPKACHA MyTallksi, HA BTOPOM Bpau
MOAMNMCHIBAIA IIATOJOTUM, KOTOPbIE €CTh Y WIEHOB IPYroii ceMbn). [1epBblil pUCYHOK B3SIT
M3 TTIOCOOUS IO MEIUIIMHCKOM TeHeTHKe, BTOPOil — (hOTO 3aImmceil, KOTOpEIe Bejla Bpad
B IIPOLIECCE OMHOM M3 MEIMKO-TEeHeTUUECKUX KOHCYIbTalnii. Takass opraHu3alys 3amm-
ceii TOBOJIbHO MHOTO FOBOPUT O TOM, KaK I'€HETUKA apTUKYJIMPYET OTHOLIECHUS MEXIY
POACTBEHHUKAMU — 3TO paBHO3HAYHbIE OTHOLIeHUsI. HeCMOTps Ha TO YTO OHU MepapXuy-
HBI B TIOKOJICHUSIX — MYTallUM TTepeaaloTcs CBEPXy BHU3, OT POIMTEINCH K IeTIM — B OI-
HOM MOKOJIEHUU CBA3U MEXAY POIAUTENISIMU U I€TbMU PaBHbI, MyTaLlUsl MOXKET MepeaaTbCs
JII0O0OMY peOeHKY C paBHOI1 BEpOSITHOCTbIO. CaMU OTHOIIECHUS 3a1efiICTBYIOTCSI BpauOM-
FeHETUKOM HCKJIIOYUTEIBHO KaK CIOCO0 Iepeaadyn IeHOB ¥, COOTBETCTBEHHO, MyTallUii.
s “yenoBexa C yJaulbl”, WU NallMeHTa, OHU HepagHO3HA4Hbl Y HATIOJHEHBI TOBCEIHEB-
HBIMU CMBICJIAMHU, YTO CBSI3aHO C MX OIBITOM “IIpaKTU4eCKOro poacrtsa”. MHbIMU ciioBa-
MM, I TAIUEHTOB 3TO KOHKPETHBIE OTHOLIEHUS (KOTOPbIE MOI'YT ObITh COBCEM Pa3HbI-
MM) ¢ KOHKPETHBIMU JIIOAbMU. TakuM 06pa30oM, OTHOLIEHUS MEXIY POACTBEHHUKAMU 3a-
JIEMCTBYIOTCSI BpauaMy U TIAlIMEHTaMU Pa3IMIHBIMU criocobamu. HecoBrmageHus, TaKyHHI,
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Puc. 1. PonocioBHasi ¢ ayTOCOMHO-IOMUHAHTHBIM HacjieJOBaHUEM 3a00JIeBaHUS
(ucrounuk: Tunmep, Koznosa 2016: 58)
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Puc. 2. 3anuch ¢ OAHOTO U3 MEAUKO-TEeHETUUECKUX MMPUEMOB, UMSI MALIMEHTa CKPBITO

MMeIoIIecs, HallpuMep, B “IIpaKTUUECKOM” POJICTBE, TEM HE MEHee TOKHBI ObITh KaK-TO
3aII0JTHEHBI B CXeMe “TeHEeTUYECKOTro” POACTBA, KOTOPYIO ITBITAETCS BEICTPOUTD Bpad.

®parmenr 4.

Bpau: Ceiiuac nouke cKOJbKO jet?

Hayuenmka: TpuauaTh BOCEMb.

Bpau: Bot, oHa HaXOUTCSI B TAKOM BO3pacTe, KOTjia HAYMHAETCS IEPEeCTPOiiKa TOPMOHAb-
Hasi, TO9TOMY 3/IeCh OUeHb BaXKHO CHavajia MyTaluIo MocMoTpeTh. Y Bac penkast myranius,
MO3TOMY JaXe eCJIM JTIoYKa TOIIeT B KaKylo-TO IPYIyIo J1abopaTopuio, TaM MOTYT ee
He HalTH, JIy4llie c/IaBaTh y HaC.

Tlauyuenmra: 51 He 3Hal0, KaK ee YTOBOPUTD, 51 C HEil HE pa3roBapuBalo yxe.

®parmenr 5.
Bpau: A 'y nanbl co 310pOBbEM BCE XOPOILIO?
Mama nayuenmku: Hy, Mbl Kak Obl ¢ HUM 0CO00 HE MTPOKUBAEM.

®parmenr 6.

Bpau: Tak, 3Ha4uT, y narsl KTo euie, Bol roBopute, ObLIN OpaThsi-CeCTPHI?
Hayuenmxka: bpar.

Bpau: bpat. OH ymep ot yero?

Hayuenmrka: Ot ankoroiausMma (ycmexaemcs).

Bo ¢parmenTe 4 Bpau roBOpuUT MAIIMEHTKE O TOM, UTO €€ JOUYepU HEOOXOIMMO CIATh
TeHEeTUYECKUI aHaIM3, T.K. Y KEHIIMHBI OOHapy:KeHa MyTalllsl, KOTopas MOTIJIa ITlepeaaTh-
cs nouepr. OQHAKO Y Hee TPYIHbBIE OTHOIIECHUS ¢ JOYEePhIO, O YeM OHa MPSIMO TOBOPMT.
B naHHOM ciy4yae CTaJIKUBaIOTCS IBE 3TUX JJOTUKU, YTO 3aTPYAHSIET B3aMMOIEIICTBUE Bpa-
ya 1 manueHTa. [lepen BpauoM-TeHETMKOM CTOUT 3a1aya OOHAPYKUTh MyTalliO, BHISIBUTD,



168 DrHorpaduyeckoe ob6o3peHue Ne 6, 2019

OT KOT'O OHa Tiepeajzach M KOMy ellle MOorJjia TepeaaThCsl, YTOObI TIPEIYIPEAUTh ITUX JII0-
neit. B 1iesioM reHeTrka oTaMvaeTcs OT Ipyrux oojJacteil MeIUIIMHbBI TEM, YTO Bpauy-reHe-
TUK paboTaeT Ha ypOBHE poja, a He KOHKPETHOTO YeJIoBeKa (BCS CeMbsl IIPUCYTCTBYET
BO BpeMsI pa3roBopa “kak nmauueHT”). Metadopuyecku roBopsi, Bpauy HEOOXOAUMO CBO-
00HO “NMBUTaThCS” MO POJOCIOBHON — MOJyYaTh UHGOPMALIMIO O PA3IMYHBIX POACTBEH-
HUKax U, ec/ii HeoOXoaMMo, TIpUriamaTh ux Ha npueM. OgHaKo sl MalyeHTOB Bce 3TU
JIMTHUM POIOCTIOBHOM HAIOJHEHBI Pa3IMYHBIM OIBITOM B3aUMOICUCTBUS C STUMHU JTIOIbMU
¥ pa3HBIMU CMBICIaMU. HeKoTopble poACTBEHHUKHN MOTYT OBITH OoJiee TIPUSTHEI IS T1a-
IIMEHTOB, IpyTHe MeHee, a C TPETbMMM TTallMeHThI MOTYT BOOOIIe He 001maThes. CIOXKHbBIE
OTHOILIEHUST B CEMbE MOTYT CO3laBaTh Bpauy MpobjeMbl IIpu coope nHGopMaluu o Ha-
CJIEICTBEHHBIX 3a001eBaHMAX (Kak BO hparMeHTax 5, 6).

Wrtak, cnemaB muxoToMuio disease/illness He MICXOMHOM TOUKOM, a IIPeIMETOM MHTEPE -
ca, Mbl KpaTKO MPOaHAJIM3UPOBAIN, KaK BO B3aMMOJIECICTBUM Bpaya U MalMeHTa Mo-pa3-
HOMY 3aJIefICTBYIOTCSI HACJIENCTBEHHbIE 00J€3HU U POACTBO. Bpauu aneuimpyror K HeKo-
TOPBIM OOIIIMM MPUHIIAIIAM M MEXaHW3MaM, KOTOPbIe PEeryJIMpPYIOT HACJIeIOBaHWE TeHOB.
ITammeHTH XXe apTUKYJINPYIOT CBI3U ¢ pOACTBEHHMKAMU HEIIOCPEICTBEHHO Yepe3 OIBIT
B3aMMOJIEHCTBMSI ¢ HUMU. B HEKOTOpOIi cTereHn Bpauyu 0000IIAIOT POJICTBEHHBIE CBSI3U
MOCPEACTBOM CTaTUCTUKHU U OMOJIOTUUECKUX 3HAHUI O HaclieMOBaHUU, B TO BpeMsl KaK
MalMeHThI, HA000POT, KOHKPETU3UPYIOT, alle/UIMPYIOT K OTIPEICICHHOMY OITBITY.

JaHHBIN TEKCT — CKPOMHasl MOMBITKA MPOIOIXKUTh pacillaTbiIBAHUE OTMO3ULIUIA MEX-
Iy TpoecCuoHaIbHBIMU U TTOBCEIHEBHBIMU MPEICTABIECHUSIMU B chepe 300pOBbsI, MEX-
Iy OuoJiorueit u KyibTypou, disease 1 illness, KoTOpoe Ha4aaI0OCh yXe JOCTATOUHO NaBHO.
OnHaKoO MBI HE TOJIBKO TIPUBEJIN TEOPETUUYECKUE PACCYXKIEHUS, HO U MOCTapaIuch Mpo-
JNIEMOHCTPUPOBATh TO, KAKUM 00pa30oM MOXHO BECTH SMIUPUYECKYIO pabOTy B 3TOM Ha-
npasieHnu. Mcronb3oBaHMe XECTKMX OTIMO3UIMI B KAU€CTBE OTIOPHI [UIS1 UCCIETOBAHUS
MpPEeaCTABISICTCSI HAM aHAJIUTUYCCKN HEIIPUTOAHBIM. [lalimeHTHI BEICTpanBalOT CBOU
“CTpoiiHbIE” TEOPUU POJCTBA, YTO OCOOEHHO XapaKTePHO IS JIIOJei, TPOXKUBIIUX MHO-
IO JIET ¢ XPOHUYECKUM JUArHO30M: 3a 3TO BPEMSI OHM YCIIEBAIOT CTaTh 9KCIIEPTaMU B CBO-
€M COCTOSIHMM. Bpauu e onmupaloTcsi HE TOJbKO Ha HEKOTOpbIE HAayuYHble 3HAHUS,
HO TaKXe Ha HapoIHbIe apopu3MBbl (HATIp.: “CTaKaH HAMOJIOBUHY IOJOH, HATIOJIOBUHY
mycT” — 4TOOBI OOBSICHUTH HacieIoBaHMeE C BeposiTHOCTHIO 50/50) U sKuTeiicKre COBETHI,
T.e. UCXOIAT U3 MeHee (hopMaIn30BaHHOTO U OoJjiee MPAaKTUYECKA OPUEHTUPOBAHHOTO
3HaHUs. BBUay aToro Heodoxoaum 0oJiee TMOKUI MOIX0, OPUEHTUPYIOLIMIACS HA KCCIIe-
JIOBaHUE TOTO, KaK pa3audus MIPOU3BOMASITCS, KOTOPHIN MbI U TIOTBITATTUCH MPEITIOXUTh
B 9TOM TEKCTE.

bBracodapnocmu

Boipaxkaem Gy1arogapHOCTb Bpauy-TeHETHUKY, KOTOpasi JTI00e3HO corlacuiiach MPUHSTh
yJacTue B UCCIEIOBAaHUM M HE yCTaBaja, OPOil 10 HECKOJIBbKY pa3, pa3bsSICHITh HAM He-
TMOHSITHbIE MOMEHTHI U3 MPAKTUKU TeHeTUUYEeCKUX KOHCyIbTauuii. KpoMe Toro, 6iaroma-
PUM TPYIITY STHOMETOIOJIOTOB M KOHBepcalmmoHHbIX aHanTuTuKoB (EMCA_Ru Research
Group) B coctaBe AHnpest Kop6yra, Anucsl MakcumoBoii, boprca MenbHUYEeHKO, ApTe-
ma PeitHioka, FOnuu Asryctuc u Hukonast beigoBa, KOTopble MOCBSITUIM HECKOJBKO JaTa-
Ceccuii 00CYXIEHUIO TPAHCKPUTITOB MPUEMOB U MOACIUINCH CBOUMU UNIESIMU 110 TIOBOY
poIcTBa B TpoeCCHOHAIBHOM U HAPOIHOM CMBICTIAX.
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Ipumeuanus

! Camo pasinuueHue HAPOOHBIX NpencTaBieHnit (beliefs) n Hayunoro sHanus (knowledge) roso-
pUT 00 3TOM.

2 [To nanubiM Coto3a jtofieii ¢ husndyecKumu yBeubsiMu nmpotus cerperauuu (Union of the Phy-
sically Impaired Against Segregation — UPIAS).

3 “CoBepLIeHHO OYEBUIHO, YTO OCHOBHOM Nadoc MeAULIMHCKOI aHTPOMOJIIOTUH, 3aKJII0Ual0-
LIMIICS B TPEONOJICHUM TOCITOACTBYIOLIETO B MOCIEAHUE CTOJICTUSI HAYYHOTO HAaTypaIuCTUYECKOTO
00BEKTUBHM3MA B TPAKTOBKE OO0JIE3HM, HACJIEAYETCS HEe TOJBKO U3 COLIMAIBHOM U KYJIBTYPHOI aHTPO-
MOJIOTUM, HO SIBJISIETCS TakKKe Pe3yIbTaTOM MPOIIEAIIEero T0BOJIbHO OOJBIIYIO LIEMOYKY OTTOCPEa0-
BaHWI BIUSHUS TYCCEPIEBCKOI MPOrpaMMbl BO3BpAIICHUS K CYObEKTUBHOCTH KaK KOHCTUTYTHBHO-
MY UCTOYHMKY CMBICJIOB U KPUTUKU OOBEKTUBU3MA ¢ (PEHOMEHOJIOTUUCCKUX TTo3uLnii” (JMexuuep
2018: 65).

4 Cwm. craTbio A. SlHra “HekoTopble BHIBOBI IS COLIMATBHO aHTPOTIONIOTUN U3 MEAULIMHCKUX
MpeaCTaBICHU U MPaKTUK”, TOTOBSIIYIOCS K TIe4aTH B XXypHaje “MeauimHcKas aHTPOITOJIOTHS
u 6uostuka” (2019 r.).

> CM. BbllLIeyKa3aHHYIO cTaThio A. SIHra, a Takxke: Kleinman 1988.

® O6paTuM 3/1e6Ch BHUMAHME YUTATENIsl HA TO, YTO MPOSABIEHHBIE BHELTHHUE TPU3HAKU B PA3HBIX
CHUTYaIIUsIX CYMTHIBAIOTCS HE TOJTBKO KaK IMPU3HAKK 0COOO0M CBSI3M U CXOXKECTH C KEM-TO M3 POI-
CTBEHHUKOB; 3pMMOCTh CUMIITOMOB 00JIE3HU MOXET CUMTHIBAThCS KaK 3HAK TOTO, YTO 00JIe3Hb “Ha-
crosias”, u HaooopoT. Cp: “BHelrHe peOeHOK BBINISIAUT KaK OOBIYHbIN. S He MOry TOHeCTH [Apy-
TUM 4JIeHaM CeMbHU|, YTO OH OoJieeT” (MalMeHTKa ¢ AUCIIa3ueil COeNMHUTEIbHON TKaHM).
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Abstract

The article offers one way to reconsider the opposition i/lness/disease, which has become the key to
many texts in medical anthropology. First, we analyze how and in what context this opposition arose.
Further, we show how it was revised by STS scholars, in particular, Annemarie Mol. We analyze audio
recordings of medical genetic consultations collected at a big medical center in Moscow in 2018. In-
stead of making the dichotomy illness/disease a starting point, but rather an object of interest, we con-
sider how the concepts of hereditary diseases and the kinship itself are differently enacted in interac-
tions between the doctor and the patient. Doctors appeal to some general principles and mechanisms
that govern genetic inheritance. Patients articulate relations with relatives based on communication
with them in the family circle. In a way, doctors generalize family ties through statistics and biological
knowledge about inheritance, while patients, on the contrary, specify these relations and appeal to
concrete everyday experiences.
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