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*K13Hb, He NpunHaanexallas cebe:
Tpuaga «pebeHOK — poauTenb — Bpau»
N GeHOMEHONornA B NanIMaTUBHOM
nomoLy aeTam
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Kanpupnar ¢punocodckmx HayK, CTapIinii IperofaBaTenb, Kadenpa 6MoITUKM U MeXXITyHAPOTHOTO
mepuiyHcKoro npasa FOHECKO, mexayHaponsbiit Gakynbret,
Poccuiickit HalIOHA/IbHbII MCCIeT0BATeNbCKIIT MeUIMHCKuIT yHuBepcuter M. H. V. TIuporosa
Appec: yn. OcTpoBUTAHOBA, [. 1, T. MockBa, Poccuitckas Defepanis 117997
E-mail: jaberwokky@gmail.com

B dokyce BHMMaHMSA CTaTbV HAXOAUTCA PeOEHOK, HYKHIAIOWINIICA B Ma//INATHBHOI TOMO-
Y — MAIMEHT C TSAKEMBIM, YacTo TIOMMCUCTEMHBIM 3a60/IeBaHMeM, TIOPOil He IIpeJiIIoara-
IOLIMM BO3MOYKHOCTH JIO/IFOCPOYHOrO MporHosuposanus. JKusub pebenka B 60m1bHIYHON/
XOCIUCHONM Cpefie OKAa3bIBaeTCsA MOMYMHEHA PETTAMEHTY, YIOPALOYMBAOIEMY TedeHMe
BpeMeHM, PyTUHHDBIE Ie/ICTBUA U PEKUMbI KOMMYHUKAIMU. DTO MOXKET CTaTh IPEMETOM
(beHOMEHOMOrNYeCKOro MCCIefOBAHMSA, KOTOPOE BCKPHIIO Obl (haKT HUBEMMPOBAHNA NH/M-
BU/IYaNbHOCTH TalMeHTa, OYATO OBl M3HAYATbHO BIUIETEHHON B TPUafy «peOeHOK — po-
AUTeNb — Bpad». APTUKYNIALNA CAMOCTY COXPAHHOTO pebeHKa BCTPaMBAeTCA B CTPATErUM
YMOTYaHNUA U TIONYIPAB/IbI, U36MpaeMble BpadyaMyl M POJAUTELAMM, HAXO/iA a/IbTePHATHBHBIE
cr1oco6bl MaHMpeCTAINU B UTPAX, KOHPIMKTHOM MOBEeHNN 1 MOMBITKAX Cerapaluy ot
ponuteneit. TeHieHINA K 00beKTUBAIIMU YCUINBACTCA B CTyYae KOTHUTUBHO HECOXPaH-
HBIX, BEIeTaTUBHBIX NAI[MEHTOB. B3pOC/Ible He 3HAIOT, KaK IPOABIIATD SMIIATHIO K 6O/bHO-
MY Tey, B UX BOCHPUATIH HaKTUUeCKN TUIIEHHOMY Cy6beKTUBHOCTH. JIexalee B OCHOBe
3TOrO 3aTPyJAHEHMs TPAMIIMOHHOE IPE/ICTaB/IeHIe O KOMMYHUKAIMMA Bpava I MallMeHTa
TpebyeT epecMOTpa, HOCKOIbKY OCHOBAHO Ha aOCTPAKLMM OT BOIIOLIEHHOTO MHTEPCY('b-
eKTVMBHOTO B3aMMOJIEIICTBUA B Tpuaje. Pe6eHOK, MOy yaromuii maimaTuBHYI0 TOMOLIIb, He
COOTBETCTBYET HOPMATVBHbBIM IIPE/ICTAB/IEHNAM O PAI[IOHaTbHOM aBTOHOMHOM CyO'beKTe.
9T0 TpebyeT MHBIX CIOCO6OB KOHIENTYaMN3alMy CTaTyca MalMeHTa KaK ob/aaTens mna-
TUYECKOTO OIIbITA, «BBIBEPHYTOTO» HAPYXKY BCIECTBIE pasBUTHA 3aboneBannsa. Bmecto
HOPMATVMBIUCTCKOI ¥ YHUBEPCAMUCTCKON STUKY HpefIaraeTcs GeHOMeHONMOTnIecKnii, Me-
IMKO-aHTPOIO/IOTMYECKIUI PAKYPC MaTePHA/IM3Ma, KOTOPBIil YKa3hbIBaeT Ha COLMOKY/IbTYP-
HYIO HEOJIHO3HAYHOCTD NPE/ICTABIEHNA O KHEBUHHOCTI» U «MH(AHTUIBHOCTI» pebeHKa,
KPACHOII HUTHIO IPOXOJAILYIO Yepes ero KU3Hb.

Knrouesvie cnosa: 6]/[03TI/IK3., VIHBA/MUOHOCTD, HEM3J/ICUYMMBbIEC 3a6OHeBaHI/IH, MaTe€pHa/IN3M,
MEIVIMHCKAA aHTPOIIOJIOI A, ITA/IZIMAaTNBHAA IIOMOILDb AETAM, MaTUYeCKUN OIIBIT, SMIIATUA

* Crarbs HanmcaHa B pamMKax rpanTa PH® Ne 20-78-10117 «Mogeny B3anMozieiicTBsA Bpadeil 1 TMaljueH-
TOB B MTHCTUTYLVAX Ma/UIMATVBHON TOMOILY IETAM».
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BBepeHue: XpynkKaa anafga n naTnyeckuin onbiTt

Kax ¢enomenonorus onpenenser xxusHb? O6006111ast HEKOTOPbIE ITOAXO/BI K OIIpefiene-
HIIO )KM3HU B €€ B3aMOCBSA3M C TIO3HAHMEM U [IEATENbHOCTHIO, MOXKHO CKa3aTh: KM3Hb
ecTb Ipoliecc camompucBoenys!. Opranmusm, Bcerfa yxe BKIIOUEHHBI B Cpeny, OYATO
ObI M3HAYAIPHO HAXONTCS «IIOf] PYKOI» y camoro cebsi. Ero >xmusHenesTeIbHOCTD eCTh
BO3JIe/ICTBIE Ha OKPY KAIOIUIT MUP, KOTOPO€e HACBIIIAeT €r0 CMBICTIOM U IIOCTOSIHHO 00-
YC/IOB/IMBAETCA KMHECTeTUYeCKVIMM, CECHCOMOTOPHBIMM ¥ CPeJOBBIMY ITapaMeTpaMIL.

JKusubp, TakuM 06pasoM, eCTb KOHTPAIYHKT >KUBOIL CUCTeMbI 1 ee cpeppl. CucTte-
Ma He MOXXeT OCTaBaTbCsl OPraHM3AI[MOHHO 3aMKHYTOI1, BOOpaHHOI B cebsl: TpaeKTo-
p¥sl MHAMBUAYAIbHOTO Pa3BUTHs BCEra MpeAroaraeT OTHOLIEHNe K IPyroMy, 0yb
TO MHas )XMBast CUCTEMa MIN CMBICTIOBAsl eIMHUIA CPefibl. ABTOHOMUA U MH/IMBULYa-
LVs1 KVISHM OCHOBAHBI Ha ee COIPSDKEHUN C APYTOIl )KU3HBIO 1 C OKPY>KEHUEM: BCIKOE
A mpepnonaraeT u3Hava1IbHOE CONPUCYTCTBUE []pyeozo, Hekoero Tvi?. Eqununiieit pa3su-
TUS, TAKUM 00pa3oM, sIBIseTCs 0uadad, a He MHAVBIJ, B3ATBI «B OAMHOYECTBE AyIIeB-
Holt xusHu» (Iyccepip, 2011: 38-40). [Iluaga — Manas colyanbHas IPYIINA, COCTOAIIAS
U3 JBYX UHAUBUIOB. IlepBUYHOI AMafoil B XKM3HU KaXK/JOTO Ye/I0BeKa SIB/IACTCS CBA3D
C MaTepbio/pOfINTENEM, U OHA BBICTYIIAET M3HAYATIBHOI CPEIOIl €r0 COLMATM3aIUINL.

C caMoro paHHero JieTCTBa CaMOCTb YelloBeKa GOpMUPYeTCs BO B3aMMOJENCTBIUN
C IPYTMMM IIpM MMMUTALMYU JKECTOB U MUMUKM, a TaKXKe IPU COYYacTUU B CO3[aHUM
CMBICTIOBBIX CTPYKTYP KOMMYHUKALMI. VIHAMBUJ, HUKOIA He OCTAETCs OMH Ha OfVH
¢ co60i1, a, KaK CUMTAN CUXOaHAMUTHK [loHanb/ BMHHUKOTT, peOeHOK OKa3bIBaeTCs
OAVMHOK JIMIIb B IPUCYTCTBUM pyroro. HOBOpOXX/IeHHBIIT HYX/JaeTCsl B MaTepu Jis
HOAilepXKaHNs CBOEro roMeocTasa. TeMiepaTypa Tena pe6eHKa CTaHOBUTCA 00beKTOM
COBMECTHOI1, AMAMYECKOI PETyIALVM, HAIPUMep, KOI[ja HOBOPO>KAEHHOTO KIaAyT Ha
rpyap matepu (Tronick et al., 1998). ®eHOMeHONMOTMYECKN MHCTIMPUPOBAHHAS TUIIOTE-
3a «COYYacTBYIOIEro CMBbICTIONONaranus» (participatory sense-making)?, BoiiBuHyTas
Xanne [le I7[erep n dcexbeneM [lu [Taono, yrBep>kjaeT, 4TO ICUXOCOLMAIbHOE Pa3BUTIE
MHAVMBUAA IIPEAIIONaraeT CMHXPOHU3ALMIO U KOOPAMHALINIO CBOUX JeICTBUIL C APYTU-
mu. VIHKynbTypanus, BOCuuTaHue u oOydeHne BOB/IEKAIOT NHANBUA B MIHTEPCYObEK-
TUBHbIE IIPAKTUKU Vi «HAIIPABJISIOT» €ro )KM3Hb IO «IIPOTOPEHHBIM» pyciaM. CrepoBa-

1. ITop «camonpucBoeHeM» 5 UMEIO B BUJLY TaK/e KOHIENTYaIM3aliy )KI3HU, KOTOPble MOXKHO BCTpe-
TUTD Y aBTOPOB B AManasoHe OT GpaHI[y3CcKOll (peHOMEHOMIOrnN 10 HelipoheHOMEHOIOT N, SHAKTIBU3MA
1 «BOIIOLEHHOrO Mo3HaHusA» (MabauHe, 2014; Jonas, 2001; Varela, 2001). Peub upeT 0 BUgeHUY XU3HU
KaK JesATe/IbHOTO PACKPBITUA cebs KaK «I MOTIy», KaK Cy0'beKTa, KOHTPOJIMPYIOLIETO CBOE TeJI0, YMEIOIero
JICTIONB30BATh €T0, TIPOIIie TOBOPA — OPMEHTUPOBATHCA B KM3HEHHOM MIpe.

2. llupoxuit COEKTp Teopuii OT «COLMATbHOTO IO3HAHNUA» IO ICUXOAHAIUTUYECKIX MOJe/Iell OHTOTeHe-
3a YKasbIBaeT Ha TO, YTO OCHOBOIIO/IATAONIEN /I MHAMBUIA SAB/IAETCSA ero OpraHM3alMOHHAsA OTKPBITOCTh
nHOMY — GyZb TO Pa30MKHYTOCTb OYAyIIeMY, y3HaBaHIe SPYToll )KMU3HI KaK XKMU3HI, WM KOHCTUTYMPOBaA-
HIe «BOCTpeOoBaHHOro JIpyroro». Kak yreepxaer XaHc VoHac, KM3Hb MOKET OBITh y3HaHa JIMIIb JPYyTOit
JKU3HBIO, I B 9TOM COCTOMT ee OpraHM3alyioHHas crenuduka; CTaao ObITh, XU3Hb BCET/a IpeIoiaraer
KOMMYHMKAIIMIO U CTPYKTYPHOE COTPsKEHNE C IPYTUMMA.

3. Taxoke MMeIOTCA B BUAY MHCIMPUPOBAHHbIE (PeHOMEHOIOIVEl IIOAXOMBI B COLMA/IBHOI IICUXOJIOTI,
3aHMMAIOIMeCs IPOoOIeMaTUKONM «COLMATbHOTO ITO3HAHMS», cM.: De ]aegher, Di Paolo, 2007; Fuchs, De
Jaegher, 2009.
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TEIbHO, MH/MBIJ, Ha PAHHMX 3TAIlaX >KM3HM 06/ajjaeT 0cob0ro poja nogaTInBOCThIO.
Bynyun cybbexTOM CBOMX JeiicTBUIL (agens), OH npemepnesaent TO, 4TO C HUM IIPOUCXO-
mut (patiens). JKusubp — aro mnpereplieBaHne, pacKpbIBaoliee 3aBUCHMOCTb OT CPeibl.
Jlaxke IpOCTENIINIT OPTAHU3M HYXKAeTCs B IUTATe/IbHBIX 97IEMEHTAX, PACCESHHBIX I10
cpefie. TO BBIHY)X[AeT €ro IPOBOAUTh MIHUMAJIbHBIE a3y, IPY HOMOLIY CBOETO
TeIa Ipeobpasys HeITPaIbHYI0 PUINUECKYIO PealbHOCTD B YePey CMBICTIOBBIX Cefl-
MeHTaIuI.

MOXHO yTBep>KAATb, YTO 9TO IPEeACTAaBIeHNE O )KM3HNU KaK O KpeaTMBHOM IIpoLjec-
ce mpeobpasoBaHMs CUCTeMBI B OraronpusitHoI (enabling) cpene, Kak 6yATO €if HUYTO
He npernATcTByeT. CUCTeMa pacTeT ¥ pasBMBAETCA, BUAOU3MEHsET ce0s 1 MUP, BCTY-
IaeT B KOMMYHMKAIIMIO C APYTMMM CUCTeMaMI. Y3HaBaHMe IPYTOil XXI3HU KaK >KU3HU,
«BYYBCTBOBaHIEe» B IPYTOro KaK TaKOTO Ke CyO'beKTa BHYTPEHHNX MepeXXUBaHMII, KO-
TOPBIiL CIOCOOEH K I1e1ecO00pasHOMY [elCTBUIO, OyATO 6bI aBTOMAaTUYECKI 3a/I0KEHO
B TPaeKTOPMIO Pa3BUTHA BCAKOTO MHAMBMAA. B10oaTHKa — 1M3HAYaTbHO BO3HMKIIAS
KaK «9TMKa XM3HI»*, BIOCTEICTBUY IlepeKoyeBaBlIas B chepy 6MOMEINIVIHBL — pas-
BUBAeT CXOIHbIE MHTYNIMY, HO yXKe IIPYMMEHUTEIbHO K B3aMMOJEIICTBIUIO IBYX JIIOfel
B KOHKPETHOJ COLMa/JIbHOM MHTEPAKLUN: BpaJa 1 nanuenTa. IIpu sTom smnaTuyeckoe
«B)XMBJICHV€» B BOIUIOLCHHbIE OLIYIIEHNS JPYTOro CMEHAIOTCA PALMOHAIbHBIM IIPO-
eIL[VIPOBAaHNEM €0 MBIC/Iel, PACCYX/CHNI U PellIeHNII OTHOCUTENIBHO 3/J0POBbs, 60/1e3-
HI U JIeIEeHNA.

OueBUIHO, YTO JJAJIEKO He BCEr/a XXI3HD eCTb 0eCIpeIsATCTBeHHOE IIPEeYMHOXEHNE
dbopm u crrocob0B UCIONb30BaHMS COOCTBEHHOTO Tenma. JKU3Hb IIpefnoaraeT mepe-
JIOMBI U1 TIPePbIBAHMA, Pa3PbIBBI ¥ KPU3NUCHI; IeOpMMUpPOBAHHOE 0O/NIe3HbIO MM TPaB-
MOI1, cTapelolliee, yMuparoljee Te/I0 — 9TO TOXKe XWU3HD. Bo/ie3Hb BCKpbIBaeT XPYNKOCTb
XKV3HM, €e OHTOIOTMYECKYI0 HeyCTONYMBOCTD: CKOJIb OBl CTa)KEHHBIMY HU ObUIN IIPO-
LIeCChl CAaMOIIOAIeP>KaHNUs CUCTEMbI, OHI BCET/ja MOTYT OBITh HapYILIEHbI, IPUBEIS K Ie-
suHTerpanyun. IIpMMeHNTeNIbHO K MeIUIIMHE 9TO 3HAYMT, YTO MbI He MOXKeM VICXO[IUTh
U3 IPEANONOXKeHNsI 06 aBTOHOMHOCTH ¥ COXPAaHHOCTH TaleHTa. bonesHb BoB/IeKaeT
Cy0beKTa B HEIIOLKOHTPOJIbHBIC €My IIPOLeCChl M COOBITISA, KOTOPbIe 0OHAPYXXUBAIOT
IapajUrMy OIIbITA IpeTeplIeBaHMUsA, WU, AIPYTUMU CIIOBAMU, NAMUHECKO20® OIIbITA.
MO>KHO BBIJIEMUTD JIBA acIeKTa 60/me3HN: PU3NONIOTUYeCKNIT M IpO>KMBaeMblit. Ecu

4. CM. KpaCHOPEYNBBIIT OYepPK MCTOPUY OMOITHKI KaK [IEPEXOfA OT SKOMOTMYECKI MBICISIIEN «9TUKI
JKU3HM» K HAyYHO BBIBEPEHHOI, MHAVBUIYATNCTUYECKON STUKe KOMMYHMKALIMY Bpaya M ALMEeHTa B 3aIIaji-
HOIT ajUTonarideckoit MeguiyHe: Zylinska, 2009: 45-51.

5. Han6omee KOMIIIEKCHBIIT TIOAXO K IIpo6/IeMe aTIIeCKOrO OIIbITa MOXKHO BCTPETNUTb Y AHpYU Mab-
nuHe (Manbause, 2014). ITatidecknit onbIT (0T rped. TaH0G «CTpafaHye, CTPACTb, YYBCTBEHHOCTD, Ipe-
TepIieBaHNe»), COITIACHO OHOMY W3 OIIpefie/IeHMIl, OXBAaThbIBaeT HEKOTHUTMBHOE, BOIUIOIEHHOE 3HaHMUE
0 MUpe, HECBOAMMOE K TEOPETUIECKOMY U pean3yeMoe O pasimndns cyobekra u o6bvekra. OHO aHaso-
IUYHO BOCIPUUMYNBOCTH, «IIPOXIBAaeMOMY 4yBCTBY» (felt sense) ObITIA B Mupe, 1 PacKpbIBaeT IMIHOCT-
HOe IIPUCYTCTBHUE, JOpedIeKCUBHbIE, HO IIPAKTUYECKN peanusyeMble IIO3HAHNA O MUpe, WM, B IIMPOKOM
CMBICTTE, OLyIIeHIie COHACTPOEHHOCTY MIPY — HO He B CMBIC/IE OOPETEHNs IO3UTIBHOTO 3HAHNS O HEM, a B
TEJIECHO OIIOCPEOBAHHOM IACCUBHOM UYBCTBE HAXOX/IEHNUA «3[IeCh Y Ceif4ac», He MOJIKOHTPO/IbHOM VHIM-
Bupy. O IaTMYECKOM OIIbITE Y JIeTell, OTKY/a Mbl YaCTMYHO 3aMCTBYeM OIIpeie/ieH e JAHHOTO TePMMHA, CM.:
Hyde, 2018.
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nepsbiit (disease) — 3TO mpefMeT MEAMIIMHCKON JUATHOCTHUKY M JIEYeHNS, TO BTOPOIL
(illness) 3arparnBaeT CyObEKTUBHO nperneprnesaemoiii OIbIT M B ITOM CMbICIIE JJaJIeKO He
BCerfa MHTEepeCcyeT MeAULIMHY.

ITpocroit mpumMep — 3TO KOHPIUKT MHTEpIpeTannii onbiTa 6onesnu. OXHO U TO XKe
COOBITIIE MOYKHO OLIEHUTD «CYO'BEKTHBHO», C TOUKY 3PEHVIS TTALIMEHTA, U «00BEKTUBHO,
C TOYKM 3peHust buomenuuyusl. Vl ecnin mocnenusisi cBogut 3aboneBanne K Gpusnomuo-
TMYECKUM MPOI[ECCaM, TO IepPBasi U3HAYATBHO OL[EHNBAET €r0 KaK 9K3MCTEHIMATbHOE
coObITHE, KOTOPOE UMEET MPSIMO€e OTHOIIEHNE K BOIIPOCAM >KMU3HU, CMEPTH U MX CMBIC-
na. VIMeHHO IOC/IeHMUI acIIeKT, HauOoee 3HaYMMbII U JIEXKALUiT B OCHOBE OMOMe/IN-
IIVTHCKOJT MO/ 30POBbsI U O0TIe3HM, ncCaenyeT GeHOMEHOMOr s MeAMIIVIHEL

Bornesus, HACTUTHYBLIASA MHAMBI/A Ha CAMbIX PAHHMX 9TAllaX €T0 Pa3BUTUSA — B IIpe-
HATaIbHBII IEPYUOJ] VI B PAHHEM JIETCTBE — SIB/ISIETCS C 9TOI TOYKM 3PEHMS BeCbMa
CEHCHUTUBHBIM IporieccoM. Pe6eHOK, CTpajarolmit Hens3/IednMbIM 3a00/IeBaHmeM, fie-
MOHCTPUPYET XXU3Hb B €€ XPYNKOCTH, fe3apPpumnpoBaHHYIO U IULIIEHHYIO TOPU30HTA
6ynywero. HenpenckasyeMocTb TedeHns 3a60/1eBaHys, TOGUMHEHE XXI3HEHHOTO MIpa
pebeHKa periaMeHTy OONbHUIIBI MM XOCIMCA, CTUTMATU3ALMA U JUCKPUMUHALVIS CO
CTOPOHBI 001IeCTBA ¥ TOCYAAPCTBA — BCe 3TO 00pa3yeT CIOXKETHYI0 KaHBY ero KM3HMUC.

Kax numer Butanmit Jlexuuep, «IIOHMMaHNe BaKHOCTU CYO'beKTUBHBIX 3HAUCHMI
6071e3HNM BCerfa MPOUCXOAUT BHYTPU B3aXMOOTHOIIEHNUIL: CYIIPYTH, KETH, APY3bs, T€,
KTO OCYLIECTBIIAET YXOf, caM ManyeHT» (Jlexuuep, 2018: 27). Crano ObITh, ONBIT 6071e3-
HY HUKOTTIa He MH/VBN/yasleH, OH Kak 6l pactpeseneH (distributed) mexpy yuactHu-
KaMJ KIMHIIeCKO KOMMYHMKanNu. B cirydae «IeTCKOro mayummariBa» 9To Ipruobpera-
eT 0COoOBIiT MHTepeC: HAXOASACh B 3aBUCUMOCTH OT «BOCTPe6OBAHHOTO [Jpyroro», OmbIT
607IbHOTO pebeHKa, He BCerfa CIIOCOOHOT0 K pedieKcuy, HaXOAUT OCMBIC/ICHIE Y POLY-
TeJIsI, YaCTO BBIHY>KIEHHOTO 00palaTbCsi K TOTOBBIM, COLMOKY/IBTYPHO YHAC/I€[OBaH-
HBIM CIT0C06aM MOHMMaHMsL. TeleCHO-Pery/siTOpHasi, FOMeOCTaTHIeCcKas! 3aBUCHMOCTD
pebeHKa OT pofInTeNis, TAKMM 00pa3oM, PaCIpPOCTPAHSIETCS TAKXKe U Ha OIIBIT ero 6omes-
HIL 1 COIIPsDKEHHBIE C HUM 9K3JCTeHI[Ma/IbHBIE TIePeXXMBaHNs. DTO O3HAYALT, YTO CyO'b-
eKTOM pedieKCcuu 3/1eCh BBICTYMAeT KaK MUHUMYM AMana «pebeHOK—POJUTENb» UK
faxe Tpuajga «pebeHOK — popuTens — Bpadr. [laHHOe HAOIOEHEe HECKOIBKO YCIOXK-
HSIET METOROIOTMYECKYIO 9KCIIO3ULIMIO, Beb KaK MOXXHO aHA/IU3UPOBATh KOMIEKTIB-
HbIJ1 OIIBIT, V/IM B JAHHOM C/Iy4ae OIIbIT, IPMHAJIeXKalllell Hepasenumoit guane? Vimeem
JIVL MBI JIeJIO C pa3deneHHbiM MEX/Y HeCKONMbKMMI MHAMBUAaMK onbiToM? Vnn ckopee
pedb MAeT O IPOEKIVN IIPeCTaBIeHNIT 60/Iee 3pe/IOro yIacTHIKA AMafbl Ha MeHee 3pe-
JIOTO V/W/IM He CHOCOOHOTO TOBOPUTD OT CBOETo nuua? Jlamee Mbl YBUAVUM, UTO CIIEL{U-
QJINCTaM MO [ETCKOI Ma/IMAaTUBHON IOMOIIY YaCTO IPUXORMUTCS CTATKUBATHCS C He-
BepOasbHBIMY IAL[MIEHTaMH, 32 KOTOPBIX TOBOPST I JEMICTBYIOT UX POJUTENIN.

6. 37eChb ClIeflyeT OTMETUTD IPUHIMINATBHYIO PA3HUIY MEXIY PeOCHKOM, Hy#OA0usumcs B Ia/Ina-
TUBHOII TIOMOLIHM, ¥ HOy4atouium ee. B Juckypce npodeccioHanos maMaTUBHOI M XOCIMCHON OMOIIM
MOXXHO BCTPETUTD BBIPAXKEHNUA «ITA//TMATUBHBII PeOEHOK», «IeTCKMIl MaNIMaTHB», OHAKO OHY BCAKMI a3
TPebYIOT YTOYHEHN: KOHTeKCTa ynoTpebnenns. OKasaHue IMa/IMaTUBHONM ITOMOIIY MOKET IIPOMCXOIUTD
B CTAIMOHAPE MJIV Ha JIOMY, O YeM CM. HIDKe.
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JJaHHas cTaThsi HAMEPEHa IT0Ka3aTh PEIeBAHTHOCTD (PeHOMEHOJIOTMYEeCKOTO0 TIOX0/a
K [Ta/UTMATUBHOI moMorny feTssM. COIZIaCHO OIpefeneHnio BceMupHOIl opraHnusarnun
3I0paBOOXPaHEHN, Ia//IMATUBHASL IOMOLIb — 3TO «IIOAXOH, TO3BOJIAIOLINI YIyUIINTh
KayeCTBO >KM3HY MALMEHTOB (HeTell 1 B3POC/IBIX) U UX CeMell, CTOMKHYBIINXCS C IPO-
671eMaMu, CBI3aHHBIMM C YTPOXKAIOLIMM XXM3HNU 3a00/IeBaHMeM, [TyTeM MpefoTBpaliie-
HVsI ¥ 00JIeTIeHNs CTPAIaHMIA 3a CIeT PAHHErO BbISIBIIEHMSI, TIATENBHOI OLIEHKI U Je-
qeHus 60/ 1 APYIMX COMATUUECKUX CUMIITOMOB, @ TAK>Ke OKa3aHsI IICUXOCOLATbHOM
U lyXOBHOJI TOARep>XK1» (1uT. 1mo: TBaitkpoce, YIIKOK, 2020: 19). K masummaTuBHOI m0-
MOIIM IeTSIM PUOeraoT, Koraa y pebeHka oOHapyX1MBaeTcs yrpoyaroliiee XX13Hm 3a60-
JNleBaHue, TedeHne KOTOPOro MeeT CMBICT, HO He TapaHTHpPYeT uanedeHus (Halpumep,
OHKOJIOTMYeCKue 3a00/IeBaHms, TsOKe/ble IOPOKI CepALA, HeobpaTuMas cepaedHasi,
[OY€eYHas, IeYeHOYHasl HEJIOCTATOYHOCTb); IPUBOJsiLIee K IPEXIEBPEMEHHOI CMEPTH
(mprrevHas guctpodusi, MyKOBUCLI/I03); IIPOrpeccupyolee Heusrednmoe 3abonesa-
Hue (MyKOIIO/IMcaxapuo3); HeoOparumoe He Iporpeccupyloliee 3aboneBaHime, Beay-
Ijee K CMepPTH 13-3a OC/IOXKHEHNI (ZeTCKuit LiepebpanbHblii Tapannd, pofoBble TPaBMbI
C TIOPaKEHNSIMM LIEHTPATbHOI HEPBHOJ CUCTEMBI I HapYLIeHeM [JbIXaH).

MBbI TOKaXKeM, YTO TPaUIVIOHHbIE TIOXO/bI K OCMBICTIEHUIO [a/UTMATUBHON IIOMO-
IV IEeTSIM JAIOT OHOCTOPOHHEe MPeCTaB/IeHIIe O B3aVMO/EIICTBUM TTALVIEHTOB-JeTel,
ponuTenet u MERUIIHCKMUX PaGOTHUKOB. KOMMYHUKAaTHBHbIE CTpaTerny, KOTOpbIe 13-
OMpaloT YYaCTHUKY MHTEPAKLUY BHYTPU 9TOJ TPUAbl, He BMEIAIOTCS B OMO3TUYeCKIe
Y IPaBOBbIe HOPMBI 1 TPeOYIOT MMEHHO (PeHOMEHOTIOTMYECKOTO aHaNMN3a, MOfIePKIL-
BAIOLIET0 MHTEPCYOBEKTUBHOE M3MepeHue onbiTa 60me3Hu. TenecHblit OnbIT 6ONTBHOIO
pebeHKa, KaK U OIBIT 9MIATUY K €r0 TeIy CO CTOPOHBI POFUTENIE, 30POBBIX YICHOB
CeMbU U Bpadveil — BCe 3TO MOXeT ObITh IMPOAHATU3NPOBAHO NPy Homolnn ¢eHome-
HOJIOTMYECKUX METO/0B, HOIO/THEHHBIX OT/e/NbHBIMI aCIIeKTaMI COLMaNTbHO-KPUTHYe-
ckoit Teopun. CMBIC/IOBas PeabHOCTh PeOeHKa, TOBOPsS (eHOMEHONMOIMIECK, MAaH-
dectupyer mup [Ipyroro’ B ero Hanbonee 6yKBaJIbHOM ¥ UMMaHEHTHOM CMbICTe. Bo
B3aMMOJEIICTBUM B3POCTIOrO 11 peOeHKa IIPOMCXORUT CTOIKHOBEHE IBYX KY/IbTYP, ILie
KY/IbTypa B3POC/IbIX ITOJABIIAET KY/IbTYPY JETCTBA, HOMb3YsCh YsI3BMMOCTBIO pebeHKa
U BBIJJaBasi CBOV HOPMATVBHBIE IIPECTABIEHNS 32 CYO'beKTVBHBIE IIPeICTABIEHISI 1a-
nyenTa. [TosToMy nepes peKOHCTPYKIME i aHAIM30M >KU3HEHHOTO MIPa «IIa/lINaTIB-
HOTO pebeHKa» HeOOXOAMMO KPUTHYECKY PACCMOTPETD Psiff YCTOSABLIMXCS IPeACTaBIIe-
HUIL O 3T0pOBbe 1 OOJIe3HI, IeTCTBE, AaBTOHOMUM 1 3a00Te.

(MOeHoOMeHoONOrMA Kak pecypc KOHCprKTI/IBHOVI nporpammbl Nsy4yeHuA
nananaTUBHOWN NOMOLLU JAeTAM

B niepBoM paspiernie cTaTby 5 IPUBEAY aPIyMEHTBI B I10/Ib3Y NPUMeHeHMs PeHOMEHOIIO-
TUU IS U3Y4YeHUA Na/UIMaTBHON oMo feTsAM. Takue TpafguLMOHHBbIe i deHo-

7. VIHaKOBOCTDb U APYTOCTD 5 IMpefjaraio IOHNMATh B CMbIC/IE, BOCXOAAIIEM K DMMaHyamo JleBuHacy,
OJJHAKO ITPOYNTAHHOMY B paKypcax GnoMesuiMHCKoi mpobaeMaTnki. CM. pe/leBAHTHYIO JaHHOMY MCCIIEf0-
BaHNIO NHTeprpeTanyo: Zylinska, 2009: 22-34.
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MEHOJIOTMY TeMBI, KaK TeJIeCHOCTD (60/IbHOE TeIo peOeHKa), TeMIOPATbHOCTD («KU3HbD
B HACTOSI[eM», HEOTIPEIe/IEHHOCTD, HEIPENCKA3yeMOCTb, OKIIAHIE CMEPTH), MHTEP-
CYOBeKTUBHOCTD («HOPMATUBHOE» HETCTBO, CTPATErnyl KOMMYHMKALMN, aTMOChepa
OOIBHUIIBI/XOCIINCA U CEMBH), 0COOBIM 00pa30M MPETOMIISIOTCS B BEIEHUN «IIa/UIna-
TUBHOTO» pebenka. IIpu atoM daxTudeckue npyumMepbl (PeHOMEHOIOTMYECKIX VICCTIE0-
BaHWII [TA/UTMATUBHOI TOMOIY B [[€JIOM U IOMOIIY JeTsAM B YaCTHOCTM He aHaIM3M-
PYIOT B3aMOZEICTBYS B TPHAZie «peOeHOK—POANUTENb—Bpad» BHYTPU MELYIPEKTeHIsI
(60mpHMIIBL, XOCIINCA)®, THe CTPATErMM KOMMYHUKALMY CTIEHYIOT IIO KY/IBTYPHO IIPOTO-
PEHHBIM TPaeKTOpUsAM (HaIpuMep, MMIIEPATHBY CTOMYECKOI BBIAEPXKKN II€Pe TUL0M
CTpaJjaHMil, alle/UIALMYU K «00XKbeMY IPOMBICITY»).

B 4eM cocTouT pasnuume «IeTCKOrO» M «B3POCIOro» MajummaTnsa? Bapocibix ma-
LMEHTOB Yallle BCETO HANPAB/IAIT Ha MMa/UIMATUBHOE JI€YeHNe B TIep1oj; 060CTpeHNsI
CHMIITOMOB, B CUTYal}M, KOTJja BOSMO>KHOCTH Tepamuy ucyeprassl. Peds nzer 06 oH-
KOJIOTMYI€CKIIX, HEBPOIOTMYECKIUX U VIHBIX HEM3/IEUMMBIX 3a00/IeBaHIIX C IIpefcKasye-
MbIM IIPOTHO30M — CMEPTBIO MM 0060CTpeHreM MHKYpabenbHOI maTomoruy. PebeHKy
Ke Ta/IMAaTYBHAS ITIOMOILb TOPA30 Yallle OKa3bIBaeTCs YoKe C MOMEHTA YCTaHOBJIEHMs
AyarHosa 3a00JIeBa s, IHOTA HOTMCUCTEMHOTO Y CBS3aHHOT'O C TSKETON MHBAIU/IHO-
CTBIO, YTO He IT03BOJISIET feIaTh JOITOCPOUHBIE TPOrHO3bI (TBajikpoce, YUIKOK, 2020:
335-336). VIHOTa 9TO TeHeTHYeCKIe 3a00/IeBaHNs, TedeHie KOTOPBIX II0Ka He pa3pabo-
TaHO, IIOTOMY TaKle JeTH 3a4acTyI0 HaXOJATCA B CTAOM/IBHO TSDKETIOM VLY MEIEHHO
YXY/IIAOLIeMCs COCTOSIHUM, M MM Ma//IMaTUBHAs [TIOMOIb OKAa3bIBAETCs He IIOTOMY,
YTO OHM CKOPO YMPYT, @ IOTOMY, YTO OHM 6O/TBHBI HEU3/IEINMO. DTO 03HAYAET, IOMIMO
[IPOYEro, BO3MOXKHOCTb PeMUCCHUM (B TOM 4MC/Ie [IUTENbHOI) C MOC/IERYIOMMM OTKa-
30M° OT MA/IMATUBHOTO IeYEHNSL.

[TanmenT-pebeHOK ¢ 3a60/1eBaHMeM, OTPAaHNYNBAIOLINM IIPOJLO/DKUTEIBHOCTD JKI3-
HI, HY>K[JaeTCsl B KOMIUIEKCHOJ MeIULMHCKOI M coLuanbHOI noMowu. Benb Takue
IETU — 3TO JIETU «C 0COOBIMU MOTPEOHOCTAMI», WIIN, BBIPXKAsICh HETATUBHO, «C OTpa-
HIYEeHHBIMU BO3MOXXHOCTsAMI» (disabled). [lnist heHoMeHOMOrMYM BOITOIEHHOE CO3HA-
HIIe MO>KHO OIIPeJIeNTh Yepes3 CIIEKTP OTKPBITHIX BO3MOXKHOCTEI Te/la, BOB/IEYEHHOTO
(embedded) B cmbicnoByio cpeny. Hanpumep, ninss Mopuca Meprno-Iloutu Teno — aro
BCer/a «s1 MOT'Y», 3TO aKTUBHOE 80elictmeéosanue (enaction) peamproctut (Mepo-IloHTH,
1999: 185). C Mepro-IToHTI HaYMHAETCsE OCMBICTIEHUE TOTO, YTO OIBIT OO/IE3HN, NHBA-
JIMIHOCTY B OIIpefie/IeHHOM CMbIC/Te ObI/ ICK/TIOUeH 13 cepbl MHTepecoB (eHOMEHOIO-

8. 3mech crefiyeT OTHE/IbHO YTOYHUTD, YTO PACIOPSALOK U CLIeHAPUN B3aMMOJEICTBIA B Tpuaze GymyT
OT/IMYATbCS B 3aBUCUMOCTH OT CIeUMUKM MECTa, B KOTOPOM OHU IIPOUCXOAAT. JeTckas 60/IbHUIIA U [eT-
CKMII XOCIINC IPEIIO0IaraioT pasaNyHblil peI/TaMeHT 1, COOTBETCTBEHHO, Pa3/IM4HbIe CIOCOObI MHTEPCYObeK-
TMBHOTO B3aVMOZENCTBIS pebeHKa, WIEHOB €0 CeMbH U Bpadeil 1 MEeAMIMHCKIX paboTHMKOB. Hacrosimas
CTaThs MPefCTAB/IsAET COOOII MOMBITKY IPeABAPUTEIbHOI TEOPETUKO-METOLOIOTMIECKOIl pa3MeTKI UCCIIe-
TOBATEIbCKOTO MOMA B PEHOMEHOIOTMYECKOM paKypce. B yc/oBUAX HeBO3MOKHOCTY IIPOBENEHMA SMIIN-
PpydIecKoit paboThI BCIEACTBIE TAHAEMIIECKON CUTYaLUI JAHHAsI CTaThs HallelleHa CKopee Ha 06061ieHne
paHee y>Ke ITOTy4eHHbIX JAHHBIX, X KPUTUYECKYIO OLIEHKY, C IePCIIeKTUBOI BHIXOIA «B IIOTIE».

9. VImeeTcs B BUJy YCTAaHOBJIEHHAs HEHY)KHOCTD IIA//IMATYBHOTO JIeYeHM 110 OTCYTCTBUIO IOKa3aHMil
K TAKOBOMY, a He MHGOPMIPOBAHHBIIT OTKA3 POAMUTEIIENl OT HETO.
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MY, TIOCKO/IBbKY MPMHAJYIEKUT 00/1aCTHU «@aHOMa/IbHOTO», BBIIIA/JAI0IIET0 113 HOPMATHUBHO
perynpyeMoro KoJJIeKTUBHOIO OIIbITa )KM3HEHHOro Mupa'®. B To >ke BpeMs KOHTpacT
«HOPMAaJIbHOTO» U «IIATOJIOTMYECKOTO» OIBITA MOXKET COOOIIUTh MHOTO€ O TOM, KaK
(bYHKIVOHMPYET YenoBedecKoe CO3HaHMe. DK3UCTeHIManbHasg (eHOMEHOIOTHA ellje
B CepeMHEe MTPOLIIOTO BeKa OCYLIECTBU/IA TIOBOPOT K «IIP€/IeIbHbIM» COCTOSAHUAM —
cMepty, adpdexram, TpaBMaM U MATONOIMAM. A 3TO 3HAYNUT, YTO OHA MOXKET YCIIEIIHO
JMCIIONIBb30BAThCsI B KOHTEKCTE COBPEMEHHOI OMOMeIIMHEL. B mocmenHeit, korma oHa
3aTparMBaeT BONPOCHI Be[leHN: MallYieHTOB Ma/UIMaTUBHON MOMOLIY, JOMUHUPYIOIN-
MI ABJIAIOTCS CLHVEHTUCTCKYE MOJIe/IN € aKLIEHTOM Ha 9TUOJIOTMYECKYI0 Kay3a/JlbHOCTD
U YacTHbIE BOIIPOCHI YXOfa 32 OOIbHBIM, KOTOPbIE JOIONHAIOTCA PEKOMEHALMAMH T10
B3aMMOJIeVICTBIUIO CYCTEMBI ITA/UIMATYBHON MOMOIIY C YMUPAOIMMIY MallieHTaMM U X
O/IM3KUM, @ TAKXKe YIYYIICHUIO KaueCTBa UX KISHIL.

Jlasiee Mbl YBUAMM, YTO OTHOLIEHNE B3POC/IbIX K ITalleHTaM-[eTAM KaK He3alluIeH-
HBIM, YA3BMMBbIM, HeleeCIIOCOOHBIM TPaHC/IMpPYyeT UxX 00pa3 Kak MHAMBUJIOB «C OTPaHU-
YEHHBIMY BO3MOXKHOCTSMU» !, Ubsl )KM3HDb «HEIIOTHAa», «HETIOTHOLIEHHA», COMpPsDKeHa
¢ 6onbio u MydeHusMu. OHa yBe4Ha B CHTY KOTHUTVMBHBIX HAapYIICHNUI, IBUIaTe/IbHbIX
OrpaHNYeHMNI], MCKPUBIEHUIT TPAaeKTOPUY IICUXO3IMOLMOHAIbHOIO Pa3BUTHA, YTO KaK
ObI ycuIMBaeT COLMANbHYI0 00Pa3HOCTD 9TON XPYIIKON KM3HNU. MHOrMe IaljeHThl He-
Bep6asIbHBL, C71ab0 MIM HUKAK He PearupyioT Ha BHeIIHNe pasgpaxuteni. VIs-sa cy-
nopor, mapanuya uin nospexxgenuit [IHC onn He BafieloT CBOMM TENIOM TaK, KaK UM
MOJKeT BJIafleTh 3M0pOBbIil MHAMBN]. OHIU MCIIBITHIBAIOT TPYAHOCTY C COXpaHEHMEM II0-
JIOKeHUA CUJA, TIPOOJIEMBI C OfieBaHUEM U IPYTYMU OBCeHeBHbIMY fieticTBUAMM. C ux

10. CocylleCTBOBaHYe UHAUBNUAOB B XXM3HEHHOM MIUpE IIPEAIIONAraeT COIJIaCOBAHHOCTD U Pasfey-
MOCTbD OTIbITA. JI11 TOrO 9TO6BI CTATh MOMTHOLLEHHBIM YIEHOM COOOIIECTBA JTIOel, MHIVBU JOIUKEH OCBOUTH
olIpefie/ieHHbIe KOTHUTHBHbIE, CCHCOMOTOPHBIE, KY/IBTYPHO-IIPAKTUYECKIIe IIATTePHBI [IeICTBII 1 BBICKa3bI-
BaHMIiL. YTOOBI «CTATh» YEIOBEKOM, HY>)KHO 06/Ia/jaTh ONpeeleHHbIM TE/IECHO ONOCPEOBAHHBIM OIIBITOM,
KOTOPBIIT IPyIiie ONO3HAIOT KaK «HOPMA/IbHBII» 11 SIUCTEMUYECKN ZOCTYIHbI. Ecu o6parurbes K 9H-
LVIKJTOTIE/ITYECKOIl 9KCIIO3UIIUM OTHOLIEHNIT MeXy (PeHOMEHOJIOT el ¥ MESUIIIHOI, TO MOXXHO YBUAETD
crienruecKoe IpeIoM/IeHNE TIPUCYLINX eli TEM: COOTHOLIEHVE «KHOPMAIbHOTO» 11 «6OIbHOTO» TeNla, CMBICIT
60/Mu M CTpajjaHUil Ha MepeceYeHny NHANBIU/YATIbHOTO U KOJIEKTUBHOTO OIIBITA, 340POBbe 1 60/IE3HD
B KPOCC-KY/IbTYPHOM KOHTEKCTe, 9K3VCTEHI[Ma/IbHble ACIIeKTHI M3/IeYeHNs], CMePTU 1 YMUPAHVIsI, HACUINS
1 BJIACTI, HEpaBeHCTBA U HecripaBemmuBoctu (Becker, 2004: 126). [laHHBIe TeMbl 3aTparnBaich GeHOMEHO-
JIOTHel U paHee — HAIIPUMEP, B paKypce Ipo6/1eMbl COOTHOLIEHYsI HOPMA/IBHOTO U IIATOJIOTNYECKOro B (e-
HoMeHojToruu rcuxyarpun. O HOPMATUBHOCTHY, «BIIUTOI» B IYCCEPIEBCKYI0 (PeHOMEHOJIOIMIO NHTEPCY6'b-
ekTuBHOCTY, MHOTO TnureT [Tan 3axasu (Parnas, Zahavi, 2000; Zahavi, 1996, 2005: 179-222). VIMMaHeHTHbIIT
HOPMATUBU3M K/IACCUYECKOIT (PEHOMEHOMIOT N [IEPEOCMBICTIS/ICS HEOLHOKPATHO, CBUJETEIbCTBYs 06 OC/Ia-
6/1eHNI XKeCTKOTO TPAHCIIeH/IeHTA/IBHOTO YHIBEPCaIN3Ma, IpucyIero npoekty Iycceprst (VHuues, 2010;
Jlexumep, 2018: 66). OfH U3 MePBLIX COBPEMEHHBIX IPIMEPOB MPOAYKTUBHOIO OCMBICTICHMA ITATOIOTYe-
CKOTO0, «HE3Jl0pOBOr0» TEIECHOTO OIbITA Ha CThIKE (DEHOMEHOJIOTH J{BUrATE/IbHOI AKTUBHOCTY, BICAHHOM
B COLMAJIbHBII KOHTEKCT, U IOKa3aTe/IbHOI MeAUIMHbL, cM.: Toombs, 1995.

11. CM. pparMeHT 13 MOHOJIOTa abVINTOIOra, pabOTAOIell C FEeTbM, ITOMTYYAIOLIIMI [Ta/UINATUBHYIO
oMolILb: «BbIBaeT, IPUXOXKY B CEMbIO I CIIPALIMBAIO: ,,A UTO MBI YMeeM Jie/IaTh? " A MaMa IPYCTHO OTBEYAeT:
»A Mbl Hidero He ymeeM". Ho mogoxante! Takoro mpocro He 6biBaer. [la, KT0-T0 BooOle He pearupyert,
HO 3aTO OH YMeeT IJIOTaTh U COCATh. [IJIs pOANTENIs 9TO KaXKeTCsl — HIIETo, HO 1A pebeHKa — 3TO MOMEHTHI
MHAMBUAYAILHOTO pas3Butus. KTo-TO yMeeT IepeBopauMBaThcsl CO CIMHKY HA )KUBOTUK. [IjIs1 HAC — ecTe-
CTBEHHBIIT porecc. [Ijis1 Tskeno6onbHOro peGeHKa — BO3MOXXHOCTI. Tak OH IIPOSIB/IsieT Ce0s1 B OKPYIKaio-
mem mupe. Tak B3anmopeiicTBye» (https://news.tut.by/society/478516.html).
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Te/laMI BCerjja «4To-To He Tak» '2. OHM MOTYT BBI3bIBATb CTBIJ, M/IM OTBpallleHKe: 13-3a
BereTaTMBHBIX HAPYILIEHNUII TAIIVIEHTbI MOTYT IIOTETD, Y HUX MOXKET OBITh C/IIOHOTEYEHIE;
OHJI He KOHTPONMPYIOT Ta3oBble GyHKuMM. IIpy HEBO3ZMOXKHOCTI OOBIYHOTO KOPMITe-
HISI OHM MOTYT HY)KJAaTbCsI B CIIELMaIbHOM MUTAHNM, II0JaBaeMOM depe3 TracCTPOCTOMY.
Msuorum getsim Tpebytorcs anmapar VIBJI (¢ TpaxeocToMort), 0TCOCHI, 30HAbL, KATE€TEPBDI,
OTKalumMBaTenu. JleTy 4acTo yMUPAIOT OT IHEBMOHUM WJIN aCTIMpPALIUY, KOT/Ia KYCOYKY
IVIIIV VIV BOJIA IIOIAJIAIOT B JIbIXaTe/IbHbIe Ty TY IIpY Bioxe. B eiax npoTnBoeiicTByA
YCYTYOIEHUIO COCTOSIHMS OHM HY>KIAIOTCSI B PETY/LIPHON IIOMOLIM CIlelyanucTa-adu-
JINTOJIOTA, YTOOBI Ha VX TeJIaX He IMOSBIINCD IIPOJIEXKHNU U KOHTPAKTYPbI, He Pa3BIIUCH
TYTOIIOJBYDKHOCTD CYCTaBOB 1 JiepopManyy Tena. Takas )K13Hb O4eHb Jajeka OT Ipu-
BBIYHBIX IIPEJICTAB/ICHNII O HOPMaIbHOM, OXKIJJaeMOM Pa3BUTUV MHVBYJA.

Ho n «HopManbHbIil» OHTOTEHE3 JajieK OT IJIABHOCTY M IMHeHOCTH. Ha opranmusa-
L[IOHHOM YpOBHE B HETO BCTPOEHA Ceplsl paspblBOB, TPaBM U KOHTMHIEHTHBIX COOBI-
TUIL, KOTOpBIe CMEIAIOT i BUSOM3MEHAIOT )X13Hb. TakuM 06pa3oM, >KM3Hb IIACTUYHA
B TOM CMBICJIe, YTO B Hell BCEra yyKe eCTb MeCTO Il AeCTPYKTUBHOIO Ipeobpas3oBa-
HIsI — CTAQHOBJIEHMsI [PYTUM, MHBIM, 4eM ObUI Ipesxze. HampyuMep, denoBex, mepexxuBs-
IIVIT TOCTTPaBMAaTHYECKOE CTPECCOBOE PaCCTPOIICTBO, OKa3bIBACTCS MHBIM, YeM ObLI 10
TpaBMupymoliero coostys. OKa3bIBaeTCs, YTO CUTYALVS TPABMbl — 3TO HE4TO 6OJIb-
IIee, 4YeM OfIMH M3 MHOXKeCTBa aTTPAaKTOPOB B CMBICIOBOM IIPOCTPAHCTBE MH/IMBUA,
OHa IpuobpeTaeT onpene/siolee SK3UCTEHIMAbHOE 3HaUeH e, TedOpMIUPYs YeroBeKa
U ero >xu3HeHHbIT Mup 3. Karpyun Maaby, HaspIBarolast 3T sIBJICHIE 0eCpPyKMU6HOU
NAACMUYHOCMDbIO, YTBEPXK/IAET, YTO XKI3Hb CIIOCOOHA He TOIbKO K 0OpeTeHMI0 HOBOII
¢dbopmbl, HO 1 K yTpaTe BcaKoi popmel Boobmte (Malabou, 2009). Ona ccbiraercs Ha
CIy4yay HalMeHTOB ¢ CMHAPOMOM AJIbLreiiMepa, KOTOpble YTPaTUIN CIOCOOHOCTD y3-
HaBaTh CBOMX O/IM3KMX, a MX [OBeJeHNe U IPUBBIYKM KaK OY/TO PUHAMIEKAT IPYTUM
JIIOfiAIM, A He TeM, KeM OH Oblti paHee. Ha Mot B3Iy, feTy, Hy)XX/jaolyecs B Haum-
ATUBHOJT IOMOLIM, TaK)XXe AEMOHCTPUPYIOT paboTy AeCTPYKTUBHOIN ITACTUIHOCTH, HO
He B TEMIIOPAJIbHO ITHAMIUKE «ObII — CTal», @ B 9K3UCTEH[MATbHO-(EeHOMEHOIOT e~
CKOJ1 JIOTVIKe «BCETMIA Y>Ke»: OHU USHAYATIbHO Opyeue, Beib Y HEKOTOPBIX U3 HUX TsKe/Ible
3aboreBaHMs OOHAPY)KUBAIOTCA ellje 0 POXKAEHM, P IpeHaTalbHOI reHeTUYeCKOi

12. O6 MHBAIMHOCTI KaK «IIpo6IeMe», Hy>Kaollelics B «<HOpMamaarym», cM.: Titchkosky, Michalko,
2012.

13. ITpuBeny pasBepHyTyIo nutary u3 pabotsl Butamusa Jlexiiepa «5oe3Hb: OIbBIT, HAPPATUB, HATTEXK-
Jia», KOTOpas XOPOIIO pacKphIBaeT MOMEHT yTpPaThl BO3MOXHOCTEI 13-3a pasBuTUA 3abonesanus: «Ecmu
Myp 6OTIbIIIe HUKOTZA He MOKET ObITh BO3BPAIIEH B POILITYIO 30HY HOCATAEMOCTH, €C/IH yIKe TeMIIOpaIbHasa
CTPYKTYpa ,,f MOTY C/IeflaTh 3TO CHOBA“ (ITOTEHIMaTbHOCTD, OCHOBAHHASA Ha PeTeHIMNU) 6onblire He pabo-
TaeT, IpyMYeM HeoOpaTuMo He paboTaeT, eC/i JOCTIDKIMOE CTAHOBUTCH HEJOCTIDKMMBIM, B OCOOEHHOCTI
€CJIV AIIPYOPHBIIT OIIBIT ,, MOTY C CAMOTO HavajIa OKa3bIBAETCS BTOPUYHBIM 110 CPABHEHMIO C AlIPMOPHBIM
OIIBITOM ,,51 He MOTY", €C/IU TeMIIOpaNbHasA CTPYKTYpa »M T.JI. ¥ T.IL“ (TOTEHI[MaTbHOCTh, OCHOBAHHAA Ha
IPOTEHIIMM) IPOCTO He BCIUIBIBAET B CO3HAHMI 4eNOBEKA, KOTOPBII 3HAET, YTO HMKAKOTO I T.J.“ y HEro
HeT M HMKOT/A He GBI, TOT XKe JIV 9TO CaMblil MU, OOLIMIT MUp, KOTOPBII MbI BCe €/INM JAPYT C APYTOM?»
(JTextiuep, 2018: 69). 3eCh BHOBb CTABUTCSA OJ] BOIPOC OPMEHTAIMA KIACCHYeCcKoil (PeHOMEHOIOT MM Ha MH-
TepCyOBEKTUBHO O6Ie3HAYNMMBIIT, «<HOPMaJIbHBIIT» OIIBIT, AKTUBHO [IEPEOCMBIC/IIeMas B PyC/ie COBPEMEHHbIX
TIOJIXO/{OB.
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puarHocTyke. OCO3HaHMe MHAKOBOCTY TAKOTO pebeHKa MOXKEeT HaCTYIUTh OYeHb PaHO
Y KOPEHHBIM 00pa3oM MOBJIVITH KaK Ha BOCIIPUSTILE ellle JaKe He POIVBILETOCs YejIo-
BeKa PORMTE/SIMM, TaK M Ha BOCIPUATIE CEMbM C 6OBHBIM peOeHKOM APYIUMI — YTO,
B CBOIO OYepefib, MOXKeT CTaTh ellle OFHUM TPaBMUPYIOLINM COOBITIEM [/l CEMbM I1a-
LIVIeHTA.

Kasamoce 651, pumocodckast mocTaHOBKAa BOIPOCA O XM3HEHHOM MUPE «IIaJlIi-
aTMBHOTO peOeHKa» MOXKeT OBITh YOBIETBOPEHA OOpalljeHneM K pe3y/lbTaTaM Kade-
CTBEHHBIX MCC/IEOBAHWIT B COLMA/IbHBIX HayKaX, KOTa Te OMVCBHIBAIOT M aHATU3UPYIOT
«KJIMHUYECKUI» ONBIT ¥ MeAMLIMHCKYI0 KomMmyHuKanuo (Corner, 1996)%. Bosbmenm,
K IIpUMepY, UCC/IeOBaHMs B3aVMO/IICTBIII ITALMEHTOB Y MEAVLIMHCKIX PabOTHIKOB,
KOTOpBIe (POKYCUPYIOTCSA Ha Na/UIMATUBHON oMo, MOXXHO BCTPETUTh MHOTOCTOPOH-
HUIT aHAJIM3 TOTO, KaK IEPEXXMBAETCS OIBIT O0/IE3HN U MPUOIVDKAIOLIENICS CMEPTH, KaK
OH JICKa)XaeT BOCIIPUATIE CYyOBEKTOM CBOETO Tejla, HAIIPAB/ICHMsI M CKOPOCTM T€4eHMs
BpeMeHU, MOM(pUIMPYeT B3aMOOTHOLIECHN C APYTUMMU 1 cpepoii. Takoro popa paspa-
OOTKM [IPMHAZIEKAT JOMEHY COLMATbHBIX HAyK ¥ VICIIONIb3YIOT METOLOJIOTHIO «IIEPBOTO
mnna» (Quill et al., 2006), HappaTUBHBIE IOAXOABI K KOHCTPYMPOBAHMIO OO/IE3HM KaK
a7eMeHTa XX1sHeHHoro omnbita (Bingley et al., 2008), atHomeTomonoruto (Bélanger et al.,
2016; Wu, 2020) 1 suckypc-ananus (O’Connor, Payne, 2006).

OpHako BO3MOXKHO JIV Ha TAKOVl OCHOBE CO3ATbh KOHCMPYKIMUBHYIO NPOPAMMY VIC-
CIeOBaHMsI NA/UIMATUBHOI oMol fetsam? Kak mpencraBisieTcsi, B JaHHOM CIleHa-
pUM MO>XKHO HOMTYYUTH B JIYYLIEM CIy4ae KOHTEKCTyaabHOE OIMCaHNe, JOIONTHIEMOe
CHCTEMATNYeCKOll HOMEHK/IATYpOil KaTerOpuii, B KOTOPBIX MBICIIAT ceOs MHUBUJBI —
YIaCTHUKY GONbHIYHO/XOCIUCHOI >Ku3HN. DeHOMEHOIOTNS, B CBOIO OYepefb, UIIeT
HOACTYIBI K TpokuBaeMoMy (lived) ombITY, B cpefie KOTOPOTO TV KaTeropyuu KpUcTa-
MM3UPYIOTC. MeTombI colManbHbIX HAyK He IPOHMKAIT B IMATHYECKNUII ONBIT Ialu-
€HTOB, 0COOEHHO IAlMeHTOB-IeTell, B TO BpeMs Kak dheHoMeHomorust obmamaer 6osee
TOHKVM MHCTPYMeHTapyUeM Il OCMBIC/IEHNST IOFOOHOTO OIIbITA, OHA CIIOCOOHA CIeaTh

14. MOXHO TaK)Ke BBIIE/INTH [Be KHUTY, IIpef/Iaraioliiie pe/leBaHTHble KOHTEKCTDI IpUMeHeHNs de-
HOMeHooro-repmereBTaeckoro Meropa: (Cohen, Kahn, Steeves, 2000; Benner, 1994). CM. Takxe mpu-
Mepbl VICIIONb30BaHNsI (PeHOMEHOIOINN B uccnegoBanuy naumarusHoil oMoy (Erichsen, Danielsson,
Friedrichsen, 2010; Fochtman, 2008; Ohlén et al., 2016; Seymour, Clark, 1998; Yang, Mcilfatrick, 2001). ITpu
9TOM MCCTIeOBAHNS, Ha KOTOPbIe MbI CCITAEMCS], 3a49aCTYIO 3aMMCTBYIOT TEH/IEHIIMO3HO OTOOpaHHBIE OT-
IenbHbIe IpyieMbl (PeHOMEHOIOTIIIECKOIT pabOThI — KaK, HaIIpUMep, OPMEHTAIMIO Ha OIICaHIe BMECTO 00b-
SICHeHNA OIIbITA, KOTOpas MomydaeT odpopMIeHIe Yepes IOMyCTPYKTYPUPOBaHHbIE OIPOCHUKI, faBaeMble
naryenTaM. [IOHATHO, 9TO y)Ke 9TO MOXKHO CYMTATh MUHMUMA/IBHOI peansanyeil (peHOMEHONTOTIeCKOro
TOfXO/5a, ZOTIOMHSIOIEr0 OnMoMennIMHCKI B3I/IsiA. ORHAKO 3aadit, KOTOpbIe CTAaBATCS B JAHHOI CTAaThe,
6oee MacCIITaOHbI, IOCKOZIbKY MbI HaMepeHbI TOKa3aTh: CIelndrKa a/UIMaTHBHO IIOMOLIM IeTsAM TpedyeT
L[eJIOCTHOTO BUJIEHMSI, KOTOPOE HEBEPHO OrPAaHNYMBATh JIOKATbHBIMI HE€CKPUITUBHBIMY preMamy; 6oree
YMeCTHO 6GbITO GBI TOBOPUTH O BUAEHNI >KU3HM U YMUPAHNS MALVEHTa B «K/IVHIYECKIX MIPaX» 34PaBOOX-
PaHEeHUsI CO CBOEIT Ky/IBTYPOIL, AKCUOIOT1eEl I COOTHECEHHBIMM C HUMY [IATTEPHAMY [IOBEEHsI, 3a4aCTYI0
ocylecTB/sIeMbIMI (e3 BCSIKOI pedhieKcun, «aBToMaTndeckn». Kak cieficTBre, Takme TeMbl, KaK [EPexXi-
BaHJe HETIOAKOHTPOIBLHOCTH U «<HEHOPMIPYEMOCTI» COOCTBEHHOTO Tejla, YyBCTBO HMPUOIVDKEHNS CMEPTH,
HaJeXfa U CTpafiaHue, pasfiesgeMble MHOXKeCTBOM YYaCTHUKOB «IIa/UIMATUBHO KOMMYHUKAI[MI» BHTYTPU
MEVIVHCKIX OPraHM3aLNil, JO/DKHBI PACCMATPMBATHCS BMECTE Vi C YI€TOM JIOKA/IbHON KY/IbTYPHOI CIIell-
UK OTHOIIEHNMS K 3[I0POBBIO0, GOE3HN 1 CMEPTH.
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IaTU4eCKoe CBOel TeMoit. [IIs HayKM He TaK BaXKHO «BYYBCTBOBATHCA» B OIIBIT, KaK
HaJITi eMy MeCTO B CMCTeMe y>Ke CO3[JaHHbIX paHee OIMCaHMII 1 KaTeropusauuit. Meto-
TOorn4ecKoe IpenMyIiecTBo GeHOMEHONMOT MY COCTONT B HECOITIACUY C YCTAHOBKOII Ha
Kay3aJIbHOE OOBSICHEHE, VI 3TO II03BOISIET il PaCIIMPUTD IePCIeKTUBY MCCIe[OBaHNA
MeJVIIVHBI 32 TIpe/ie/ibl MUKPOCOLMAIbHBIX W/UIY BHY TPUMHCTUTYLMOHATIbHBIX B3aM-
MOOTHOIIECHMII BHYTPU CeMbM, OOTIbHUIIBI VIV XOCIINCA, a TAKKe ITI00a/IbHBIX Ipo6yIeM
3paBooxpaHenna. PeHOMEHOIOTNSA Je/laeT CBOEN TeEMOI OIBIT MUPA, KaK OH JIaH CO-
3HAHNIO, OHA HalleJIeHa Ha IIOHMMaHMe, a He Ha Kay3a/lbHOe 00bACHeHMe'®; ee MHTEpe-
CyeT OIBIT, MAaHU(ECTUPYIOLNIT JAHHOCTDb HEKORH cAMOCHU — MEHS B MUpe PYIUX
CaMOCTeit, I/ie 51 BOCHPMHMMAI0 ce6s, KaK MeHA BUIAT Jpyrue CyObeKThl, — B Ka4ecTBe
Ipyroro. IlepekpecTHbI 0OMeH MO3NIMAMMA ABJIAETCA KOHCTUTYTYBHBIM /IS BOSHUK-
HOBEHMS KOJIJIEKTMBHOTO OIbITa MMPa — MMEHHO 9TO IIOKa3bIBalT MHTEPAKLIVIOHNCT-
CKI€ IOAXOMbI K Pa3BUTUIO MHAMBU/IA, KOTOPbIE MOHMMAIOT CaMOCTh KaK BCErja yxxe
BKJIIOYEHHYIO B IMHAMUYECKME B3aMMOJENCTBUA ¢ Apyrumu. OJHAKO Ta )Ke TUIoTe3a
«COYYaCTBYIOLIETO CMBICTIONIONIATAHMA» PACCYMTAHA HA TO, YTO MHAMBUJL, IPOXOAUT
«HOPMAJIbHbII1», HIYeM He HapYLICHHBII IIyTh COLMA/TN3aL/I: OHM HACTAaNBAIOT Ha 6e3-
YCTIOBHOV LIEHHOCTV aBTOHOMMM M CAaMOOIIPENENeHNA UHANBU/IA, XOTA U KPUTUKYIOT
METOMIOZIOTMYECKUIT MHAMBIJLyaIVi3M KOTHUTABHO IICUXO/IOTVN.

B manHOM pakypce CyObeKTUBHBII, 9K3UCTEHIMAIbHbII CMBICTT HeM3/IeunMort 60-
JIE3HY BBICTYIIAET IPOJAYKTOM COBMECTHOIO KOHCTUTYMPOBAHNA ITaLlIEHTaMU, YIEHaMI
ux cemeil 1 Bpauamu. ITpu sToM CyOBEKTUBHOCTD IalieHTa-peOeHKa OrpaHNIMBaCT-
cs1, ee BKJIAJ| B CO-YUPeX/eHIe CMbIC/IA 00JIe3HU CY>KaeTcA IO YIacTNA B KUSHM JVafIbI
1 GopManu3syeTcs MPOTOKOIAMY ¥ IPAaBIIAMU BHYTPEHHETO pacropAnKa 60IbHUIIbI/
xXocmuca. B aTux yupexpeHmsx cosfaercst ocobasi cpefia KOMMYHUKAIMM CO CBOUMU
HOPMaMM, OCHOBAHHBIMM Ha MMIIIMLUTHOM PACIpPENEIeHNN POIEN B MepapXUIeCK
YCTPOEHHBIX MHCTUTYIVAX, SMOLVOHANIbHO-aQPeKTBHO 5KOHOMMNY, IIpefIIIChIBae-
MBIX U O)KM/Ja€MBIX CTPATeIMAX FTOBOPEHMSA U YMOTYaHMsA, 0COOOM PeXXMMe TeMIIOpPaib-
HocTy. DeHOMEHOMOr N, C ee aKIIeHTOM Ha IaTIYeCKOM OIIbITe, CHOCOOHA TeMaTU3NpPo-
BaTb I€HE3VC U JVHAMUKY OIIbITA «IIa/UIMATUBHON >KU3HI», OCTAIOLYI0Cs BHe BoKyca
BHJIMaHUsA COLMA/JIbHBIX HayK, CKOHIEHTPMPOBAHHBIX HA aHA/IM3€ YK€ TOTOBBIX, CeflN-
MEHTMPOBAHHBIX IIPAKTHUK.

I/Irpa B yMON4aHne n HeonpepeneHHOCTb: KOMMYHUKaTUBHAaA SKOHOMUA
«AeTCKoro nannanatmea»

AHTpOII0710TH, 3THOTPadbl U COLMOIOTY, KOTOPbIE IIPOBOAT [TOJIEBbIE MCC/IENOBAHIS
Hens/IeynMo OOMbHBIX U/ YMUPAKUINX HAalMEeHTOB-/eTell, a TaKKe CIIeLMalnuCThl

15. TlonsTHO, YTO 3TUM OHA He O6€CLICHI/IBaeT Kay3ajibHO€ 00bsACHEHNE KaK TAaKOBO€, OMHAKO €€ OCHOB-
HO MHTEPEC COCTOUT B PACKPBITUM AVNHAMUKN KOHCTUTYNPOBAHUA 3HA4YeHUi, B TOM YMC/Ie U TaKUX, YTO
MMET q)OpMY IIPUYNHHO-CNIEACTBEHHDIX CBSI3€IL. HpI/IMeHI/ITe}IbHO K HpO6J’[eMaT]/IKe JlaHHO]Z CTaTbM 3TO HE
OTMEHSET PEJIEBAHTHOCTN 6]/IOM€I[I/II.U/IH])I, OTHAKO ITPU3bIBAET K paClIMPEHNIO €€ CHVICHTI/ICTCKOf/l IIepcCIeK-
TUBBI.



192 COLNOJIOINMYECROE OBO3PEHUE. 2021. T.20. Ne3

10 MEJUIIMHCKOI KOMMYHMKAIIMM Ha PAa3HBIX IPUMepax YTBEPXK/AIOT, YTO YIaCTHUKAM
60JIbHIYHOI/XOCIIMCHOM >KM3HM BaYKHO HOAAEPKUBATD OLIYIeH)e KHOPMaIbHOCTI»,
HOJIKOHTPONbHOCTY cuTyanyy. CoBMeCTHBIE IefiCTBA IALIEHTOB, WICHOB CEMb U Me-
OULUHCKUX PabOTHUKOB OPMEHTUPYIOTCS HA MPUHINIL «KUTb CETONHAIIHIM JHEM,
CBSI3aHHBIII C KOHIIEHTPALMEN Ha MPOCTBIX IOBTOPAEMBIX NeCTBUAX. [leT n pogurenn
BBIHY K/ICHBI IIPUBBIKATb K HOBBIM UJEHTUYHOCTAM — HAUUEHINOB VI JIUY, OKA3bIBAIOULUX
yx00 (caregivers). Cubmunru (OpaTbst ¥ CECTPbI) MA/UIMATUBHOTO peOeHKa TaK>Ke VCIIbI-
TBHIBAIOT MI3MEHEHVsI B CTaTyCe ¥ POJIM BHYTPU CeMbU. DTU UAEHTUIHOCTHY, 3a4aCTYIO
CBSI3aHHbIE C CWIbHBIMU TpaHChOpMaLUAMY B 06pase XXU3HM, XapaKTepe AelCTBUIL
U Ja)Ke CEHCOMOTOPHBIX IIATTEPHOB 1 I'PaHML] COOCTBEHHOTO Tela (B cTy4yae HalieHTOB,
KOTOPBIM IIPeICTONUT OCBOUTD HOBBIIT «00pas cebs» [self-concept], mocTpoeHHbIIT Ha 1C-
Ka)XKeHHOM ob6pase Tena [Bluebond-Langner, 1989: 2]), ray6oko nepereTeHs ¢ 6oyee
IPYBBIYHBIMIU UM COLMaabHbIMY UaeHTHYHOCTAMY (Clemente, 2015: 49-50).

Kak yxasbiBaeT aHTpononor u muHreuct Viraacu KiemeHre, nsy4asiunit neguaTpu-
YecKoe OT/ieJIeHVIe OHKOJIOTMYeCKOro IieHTpa B KaTamonum, X13Hb NallMeHTOB U UX Po-
IuTeNell B HOBBIX UIEHTUYHOCTSX BBEPraeT X B YC/IOBYS HEONIPEeIeHHOTO OyyILero
U 3aTPYIHUTEIBHOCTY IIPOrHo30B. C HUM couapHa MeULMHCKNI aHTpoIoor Maii-
pa bro6oup-JlanrHep, usy4asias B 1970-1980-e B3aUMOJEICTBUSA fieTell, 6OTbHBIX
MYKOBMCIMEO30M, U MX CHOIMHIOB®: COIIaCHO ee TOTMALIHNM HAOMIOfeHNAM, B PA3ro-
BOpax HeM3/IeunMO OOIbHBIX JeTell C 67IM3KMM IIOTHOCTHIO OTCYTCTBOBA/Ia OPMEHTALINs
Ha Oyayiee. B ux peun He ObI10 mpoenyposanus cebs B 6yayiee, rae oM 6bUIM ObI
BbI/IEYEHBI 11 He MCIIBITBIBAIN KaKMX-11O0 1po6bieM co 3nopoBbeM. OHY He BOCIIPUHU-
May cebs KaK TeX, KTO KOIa-HUOY/b CTaHeT B3POCI/IbIM, I CepAMIINCH, KOTa Apyrue
3aroBapyBaIi O 4eM-TO IIOZOOHOM. BpeMeHHOII TOPU3OHT UX peaTbHOCTY OYKBaIbHO
oxnmancs o omokanumx BeixogHsix (Bluebond-Langner, 1989: 8). ITonsitHo, 4To Ta-

16. OHa yTBEPIK/[aeT, 4TO B UVCIIO KEPTB XPOHMIECKM 1 HEM3/IeUNMO GOTbHbIX BXOJAT He TONBKO Taly-
@HTbI C COOTBETCTBYIOLIMMI MATHO3aMI: IeCTPYKTUBHbBIE 3 PeKThl 3a60/1eBaHM 3aTPATUBAIOT U YICHOB
cemby nanmenTa. Kax cepictue, B GoKyc ee BHUMAHVA NMONAJAIOT «[PYTHe XXEPTBBI» — 3[J0pOBbIe CHOMNH-
i (6paThs U CeCTpPHI) fleTell, yMUPAIOIIMX OT paka MIM MyKOBUCII03a. VIMEHHO TToCpesicTBOM Habmozie-
HIIA U B3aMMOJIEICTBISA C YMUPAIOIIMM Pe6eHKOM 370POBBIIT CHOMTIHT II03HAET HOHATUS OOe3HN U CMEPTIL.
310pOBbIiT pe6eHOK TI0pOoii YyBCTBYET cebs OfTHOKMM, TUIICHHBIM IIOAIePXKKM, 3a0POILICHHbIM, WM XKe,
HAIIPOTVB, OIIyIaeT runeporneky. ITo Mepe nporpeccuposanus 3aboneBanns, Moka GU3NIECKoe COCTOA-
Hie pebeHKa YXy/UIaeTCs U TOCIMTANTU3ALNI CTAHOBATCS O0/Iee YaCThIMM, COXPaHeHe B3aMOOTHOLICH I
MeXy cubmuHraMu (Takmx, Kak TOBapMILECTBO, B3aMMOIIOMOIIb, MOAIEP>KKa, CAMOOIIpe/ie/ieHNe, KOMMY-
HMKaIMA) CTAaHOBUTCA Bce 6oree 3aTpyAHUTENbHBIM. OHY MOCTEIIeHHO YTPayNBaIOT YyBCTBO B3AUMHOCTI
(Belib KaKMMIU MOTYT OBITh OKUIAHMSA OT yMUPAIOLIEro cu6MnHra?): MalyueHThl OTKA3bIBAIOTCSA OT XKECTOB
TIOIIEPXKKM CO CTOPOHBI 37I0POBBIX CHOTMHTOB, BOCHPMHIMAsA CMEPTh KaK TOTATbHYIO CeNapaIiiio OT CBOETO
MMKPOCOLMATIbHOTO OKPY>KeHUs. B To jke BpeMs Ba)KHO OTMETUTD, YTO B JIeYeHIY [IeTel C MyKOBUCIMI030M
TIPOM3OILIN PEBOMIOLMOHHbIE M3MEHEHNs yyKe IOCTIe TOTO, KaK MCC/IeN0BaTe/TbHMLA IPOBO/IM/IA CBOU aHTPO-
TIOZIOTMYecKye HAOMIOfleHNsA 3a IALEHTaMM U MX CEMbAMIN. 3a TOCTIeIHME 30 JIeT CPeHAA MPOJIO/KIUTETb-
HOCTB JKM3HM IIPU MYKOBHCI[M/I03€ 3HAYNTETBHO YBEMMYN/IACh, B PE3y/IbTaTe Yero CMepTh peGeHKa OT 3TOr0
3a00/IeBaHsA CTasIa JOCTATOYHO PEAKNM SBICHIEM.
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KO€ OLIYIeH)e MOXKET MPUBECTH JUay «pPeOeHOK—POJUTENb» K 9K3UCTEHINATbHOMY
TYIIUKY M YCYTYOUTDb COCTOSIHNE «YIIPEX/IAIOIero rops» 1.

ViccnenoBareny o6paijaloT BHUMaHUe Ha TO, YTO Ufesl «KM3HU B HACTOALIEM» II0-
3BOJISIET, 10 KpaliHeil Mepe OTYaCcTH, CMATYUTb OCTPOTY BEPOSITHOI YTpaThl. Bpems me-
PEKUBAETCS MMM KaK Pa3OPBAHHOE Ha «JI0» U «IIOC/IE» IOCTAHOBKM [JMArHO3a, U Paso-
pBaBllee [[eTIOCTHOCTb BpeMeHY COObITHE SAB/ISAETCA TOUKOI OTCYeTa [ HOBOU XKU3HM,
He VIMEIOIIell HIYero OOIIero ¢ IMpeXkHell: IpoeLpoBaHie ce6s 1 CBOETO OKPY>KeHNUs
B OyZyliee, JONTOCPOYHOE IJIAHUPOBAHNE CTAHOBUTCS IYTAIOLVM M TPEBOXKALIUM
B YC/IOBMSIX MHOXKECTBEHHOII HeOIpefie/IeHHOCTH. PoauTenn u 35opoBble CHOMMHIN
HalyeHTa IPUBA3BIBAIOTCA K CY>)KEeHHOMY TeMIIOPaTbHOMY TOPU30HTY, KOTOPBI O-
IIyCKaeT, IOMJMO HEIlOCPeCTBEHHOTO HACTOSIIErO, MUIIb OmpKaiiiee Oygyiiee — ro-
PU30HTY, 00paM/ICHHOMY paspbIBHBIM COOBITIEM ONpefie/ieHIsI J1MarHo3a B IPOLIIOM
Y TOTA/IbHOI HeOoIpeleNeHHOCThI0 B OyayiieM. [ToMmumo 3TOro0, cama opraHmsaius
paboThl B OOIBHIYHO/XOCINCHON Cpefie, YIOps/jO4eHHas HOpMaTUBaMM, PeraMeH-
TaMU U IIPOTOKOJIAMM, «Hape3aeT» BpeMs Ha HEeIIPOJO/DKUTEIbHbIE U HUCKPETHBIE IIPO-
MEXYTKY, KOTOpble HANOTHAIOTCS PYTHHHBIMYU JeMICTBUAMMU: IPUEMOM IINIINN, CHOM,
aHa/IM3aMy, MEJUIVHCK/MIU OCMOTPaMy U APYTUMU MUKPOCOObITUsAMHU. Ponb Takmx
PYTUHHBIX IIPaKTUK, KOTOPble CEMbU MCIIONb3YIOT /Is1 MHKOPIIOPUMPOBAHNSA TeUeHMs
6071€3HY B CBOIO JKV3Hb U MIOAAEP>KAHMSI YYBCTBA KHOPMA/IBHOCTI» 1 KOHTPOJIS, MOTYT
BBIIIO/IHATD: M3y4YeHUe pOoRuUTensiMu (MHOTa BMeCTe C AeThbMM) MHpOpMaumn o fua-
THO3€ ¥ BO3MOXKHBIX CLieHapUsIX JIeYeHMsl W/ VTN TTOAeP>KMBAOLIeil Tepaun, pUTya-
JIM3UPOBAaHHBIE IOBCEIHEBHBIE IIPAKTUKY (TaKue, KaK moTpedieHne pebeHKOM i),
OCBOEHMEe MeIMLMHCKUX IIPOLeNyp, OCYIIeCTB/IAeMbIX Ha JOMY (IIpyeM IpenapaTos,
YCTaHOBKA KalleJIbHMIIBL MM KaTeTepa, Ppusudeckue ynpaxHeHus). Heob6xonumocTs
U3y4aTb «sI3BIKM OO/E3HM», HOPMATUBHYIO JOKYMEHTALMIO ¥ IIPABOBOJ periaMeHT,
OCBayBaTh HOBbIe COLMAJIbHBbIE IIPOCTPAHCTBA M POIM, GOPMUPOBATh U YKPEIUIATH
HapTHepCKIe OTHOIIEHN ¢ MEAMIMHCKMMIU pabOTHIKaM) — BCe 3TO CYThb IIPU3HAKU
npeoOpasoBaHNsl XKU3HEHHOI TPAEKTOPUHM [JVA[bl, YTO IPUBOSUT K GOpMUPOBAHMIO
y ponuTerneii COOCTBEHHBIX HOMEHK/IATYP 11 OO'BSICHUTEIbHBIX MOJIETEN], He BCeraa co-
BMECTMMBIX ¢ OMOMEUIIVHCKIM BIJeHVeM 3a00/IeBaHs, B JOIIOJIHEHIE K YCTONYMBBIM
yOeXXIeHNAM, CTpaxaM 1 HaJleX/aM.

Takoe 6aHanbHOE [eilCTBUE, KaK mpueM nuinn (Win KopMmieHue), mprobperaer
CHMBOJIMYECKOE 3HAaUEHNe: KOIfja peOeHOK CIIOCOOEH eCTh, IaKe eC/Iy MUIA MOCTYIaeT
Yepe3 TaCTPOCTOMY, C HUM «BCE XOPOILIO», BEb HE eIsT TOMbKO HEM3/IEUNMO OOIbHBIE
Y yMUpaolyie MalMeHThl. 3HAUUT, HoTpeb/iAeMas IMIlla CTAHOBUTCA CYMBOJIOM «HOP-
Ma/IbHOCTI», COXPAaHEHHOCT UJeHTUYHOCTI pofuTess (KopMunbia) u pebeHka (Toro,
kro npuuumMaet muity) (Clemente, 2015: 63). II0oBTOpsieMOCTb BBIITONHSEMbIX AEICTBUI
HO3BOJIAET POJUTE/IAM 00pecTy 4yBCTBO KOHTPOJIS, KOTOpOe ObIJIO yTpadyeHo IIpy I10-
cTaHOBKe inarHo3a. C TOYKY 3peHNUsA PORUTENIell, usiesl «KU3HU CeTONHAIIHIM THEM»,
COCTOSILIEI U3 CEPUM HENMPOMOKUTENbHBIX 330/ 0B, [IOMOTAET IeKOMIIO3MPOBATh

17. Yupexxparoiee (omepesxaroiee) rope (anticipatory grief) — nepexxusaHue yTparsl pOfCTBeHHIKAMI
HeNs/Ie4yIMO GOIBHOTO ellje /IO €0 CMEPTIL.
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«6OMBLUIYIO» IPOOIEMY YIPO3bI YXY/IIEHNS COCTOSIHISL 1 TTOCTIEAYIOIeil CMEPTH, pas-
JIOKMB ee Ha IIPOCTBIE 3a/jauyl O Jep>KaHys >KM3HEHHbBIX (PYHKLMIT ¥ IPOL[eccoB. ITO
IIOMOTA€eT ¥IM «OCTaBUTb BCE KAaK €CTb», Bes [10 BOSMOXKHOCTY HOPMAJIbHYIO JKM3HB,
IPUCIOCOOTIEHHYIO K COCTOSIHMIO U Hy>KzaM manyenTa (Bluebond-Langner, 1991: 138-
139). [IpopteHne «HOpMaIbHOCTI» CTAHOBUTCS MMIIEPATUBOM, OCOOEHHO KOTI/ja CMEpPTh
cranoButca Bce 6mmke (Clemente, 2015: 51), a omyuieHne 6yAyIiero COKMMaeTcs 0
HECKOMBKMX OmpKaimmnx Mecsnes unn gaxe Hegmenb (Bluebond-Langner, 1991: 147).
B cBo10 ouepenp, [yIs HALMEHTOB HacTosALLee U OyAylee IPOXUBAIOTCS «depe3» Teslo,
HEIOIIPaBJIMO U3MEHEHHOe 00/Ie3HBIO U (YacTO Oe3yCHeIHbIMM) IOIIBITKAMI ero JIeue-
HMA, YTO NPEJIIoIaraeT OCBOEHNE HOBO, paINKa/IbHO MHOM UIEHTUYHOCTY, CBA3aHHON
C M3MEHMBUINMCS «06pa3oM cebsi». [To Mepe IpUOMMKEHUS K CMEPTH MAIMIEHTA 0CO3-
HaHue $aKTa CKOPOI KOHYMHBI COCYLIECTBYET C MHCTUTYLVIOHATILHO TPAaHCIUPYEeMbIM
HOPMaTMBOM OIITMMM3Ma U HaJJeXK/Ibl, IPUHATHIM B 6onbHM4YHOI cpene (Clemente, 2015:
10). Takum 06pasom, ey U M1, OKA3bIBAOLYE YXOJ, IPUK/I/IbIBAIOT MACCY YCUIIUI
/15T IPOA/IEHNST OLYIeHIsI, YTO Y HUX eCTb COBMECTHOe OyAylee — pasne/ieHHOe MM
YYBCTBO OIPENETICHHOCTI M YBEPEHHOCT, KOTOPOE IIPY 3TOM B JIF000J MOMEHT MOXKET
OBITH paspyLIeHO ITIOXVIMI HOBOCTSIMMU OT Bpadeit.

OpHaKo MOYXKHO /M YTBEPXKAATb, YTO pasfie/isieMoe pOfuTeneM U peOeHKOM YyBCTBO
HOAKOHTPOIBHOCTH 1 O0I1ero O6YAyIIero OCHOBAHO Ha COYYaCTUN BCEX WICHOB B3auMO-
mevictBusi? MOXKHO /M COTTIACUTBCS C TEM, UTO NPV OKa3aHMM Ma/UTMATUBHON IOMOII
pebeHKy 3a HMM IIPU3HAIOT aBTOHOMMIO, IAIOLIYI0 [IPABO 3HATD U IPUHMMATD PeLIeHNsI?
Kax yrBepxpaer KiemMeHTe, B KOMMYHMKAIMY ITALMEHTOB 11 Bpadeil B OHKOIOIMYeCKOM
LIEHTPe MOXKHO BBIIE/INTD ONPENe/IeHHOTO POfa «KOMMYHMKATUBHYIO 9KOHOMMIO» —
CTpaTeruio TOBOPEHNA U YMOMYAHMS O TedeHUM OO/Me3HN M CIOCOOax MOCTPOEHMs
HapparuBa o Heit. Co CTOPOHBI Bpadeil OH 3aMedaeT CTPeM/IEH)Ee PETYINPOBaTh KOM-
MYHUKALMIO: 4TOOBI He COOOIIATh I/I0X)e HOBOCTY HAIIPSAMYIO, OHI M300peTaT pu-
TOpUYECKIE YXUIIPEH s, 9BPeMI3aLuy i CIocoObl MHOCKa3aHMs, [aObI He TOMYCTUTD,
4TOOBI MHOXKECTBEHHBIE, IIePEeCEKAIOIIECS], TIOCTOSIHHO M3MEHSIIOLMeCs] Heonpeie/ieH-
HOCTH, CBSI3aHHbIE C Pa3BUTIEM PaKa, OKa3anuch B LEHTPe COLMAIbHON XU3HU MeJyi-
LVIHCKOTO YYPeXXAEHM U ee JUCKYPCUBHBIX pakTuk (Tam sxe: 3-5)'8. Mo)kHO OTHeCTH
9TO K 9HJOT€HHO BBIPaOOTaHHBIM TeXHMKaM COB/IafiaHVA (coping) Bpadell ¢ HOCTOAH-
HBIM CTPECCOM, KOTOPbIe IPEC/IeAYIOT Lie/Ib CKPbITh HeTaTHBHbIE SMOLIMI 1 OTPAHNYUTD
TPaBMMPYIOLIE pasroBOpsl 0 OynyiieM. B cBoo ouepenp, 3[0poBble CHOIUHIY O0IbHO-
ro pe6eHKa TaKk>Ke II0POJT IPEANOYUTAIOT CTPATETMI YACTUYHOTO VIV [OTHOTO YMO/TYa-
HYIA: €C/IM OHU Y3HAIOT HeyTeIINTe/IbHBIIl IIPOTHO3, TO OHYU He TOBOPAT 00 3TOM CBOUM

18. Tak)ke OH CChUIAETCS HA MCCIEAOBAHNS TOTO, KAK BPa4M-OHKOJIOIY BBICTPANBAIOT HAappaTuB o 60-
JIe3HM, afipecysl ero malyeHTaM B pakypcax npobmemst remnopansrocti: (Del Vecchio Good et al,, 1994).
CTOUT OTMETUTD, YTO «UATPBI B YMOTYAHNUE» JETCKOTO Ia/UIMATUBA BIIOJIHE COITIACYIOTCS ¢ MEXK/[YHAPOSHOM
npaktukoii. Tak, Bpaun-onkonorn B CIIA numb B 1970-e CTam pacKpbiBaTh MALMEHTaM [OJIHbII ANATHO3,
110 TOTO OMAcasiCh UX «COLMATBHON CMEPTI», B TO BpeMsi KaK B SIIOHMM 10 KOHIIA 80-X BOBCe He GbUIO IpK-
HSTO 03BYYUBATD JUATHO3 «pak». OHOBPEMEHHO C 9TUM UTA/IbSIHCKUE OHKOIOTY CYMTAIOT IIpUeM/IEMbIM
COOO6MLIATh MAIVIEHTaM YaCTUYHYIO IIPABJY, MCIIONb3Ysl BBOAALIUIL B 3a0/Ty>KjeHne 9BheMusM «1o6pokade-
CTBeHHas ormyxoib» (Jlexiuep, 2018: 211-212).
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YMUPAIOLIVM POJCTBEHHMKAM, T€M CaMbIM CO3JjaBas JMCTAHLNIO B X B3aMOOTHOIIIE-
HIAX, KOTOPasi MOXKET JIINTHCSA IO CaMOil CMEePTH MalyieHTa. DTO BbI3bIBACT Y CUOINH-
rOB YYBCTBO BVHBI, CBA3aHHOE C IIOHMMaHMeM TOT0, YTO UX Opar/cecTpa yMupaer, a y
HIX HeT BO3MO>KHOCTY TOB/MATH Ha 9T0 (Bluebond-Langner, 1989: 14).

Pacnipepenenmne poneit B peXXuMe «KOMMYHMKATUBHON S5KOHOMUN» W «PEryIALNN
SMOLMI» IPUBOJUT K HEPABEHCTBY M BCTPEYAET CONPOTUB/IEHNE OIHOI U3 CTOPOH TPH-
anpl. [IpocTpaHCTBO OONBHMIIBI MM XOCIINCA, I7ie TIOCTOSHHO HaXOJATCA IeTH, YCTpoe-
HO JepapX14ecKyl U BOCIIPOM3BOAUT B3aMMOOTHOLIEHsI BHYTPYU TPUALbL «peOEHOK —
ponuTtenb — Bpad». Kak mpaBuio, et B HUX HAXO[ATCA Ha CaMOil HUKHEI CTyIIeHM,
4YTO ¥ IPUBOJUT K OYEBU/IHOMY HEPABEHCTBY B OCBEJOMJIEHHOCTY ¥ IOTHOMOYMAX
B IIPMHATUY PELIEHNIT y Bpada ¥ POAUTENS, C OJIHOV CTOPOHBDI, ¥ POJMTE/A U IALIMEHTa,
¢ apyroii (Clemente, 2015: 51). B kauecTBe WieHOB COOOIIECTBA HETH, PORUTENN U Me-
IMLVHCKYE pabOTHMKIY BOBJICYCHDI B MCIIOJTHEHME B3aMMOCBSA3aHHBIX CTPATETil KOM-
MYHMKALMY, OJHAKO MX POIM B 9TOM aCMMMETPUYHbI. [IoMrMo 3TOTO, PONIb KaXk0ro
VHIVMBUJIA, APTUKYIMPYIOLIETO CBOM OXUIAHMUA U MEPbl OTBETCTBEHHOCTH, BIJIETEHA
B >KU3Hb c0001I1ecTBa (CeMbM ¥ OOIBHUIIBI/XOCIINCA), Te JeTH, 3aHMMAIOLIVie HUSIIYIO
HO3MIVIO, HaJie/IeHbl HAaMEHbBIIMM IIPaBOM JOCTYIA K MEJUIIMHCKON MHpOpMaLum
VI TMLIEHBI IpaBa IPYHMMATh pelleHus. VIHorma roBopAT o «3aroBope MOMTYaHUA», IOfI-
KPEIUIAIOIEM CTPaXy MalyeHTa.

B T0 >xe BpeMs «XapTus IpaB yMUPAIOLIEro pebeHKa» — MeX[YHapOSHbIA HO-
KYMEHT, KOTOPbII peI/laMeHTHpYeT paboTy C YMUPAIOMNMIY IalIeHTaM! Y WICHaMM
UX ceMeil — IOfYepKUBaeT, YTO peOeHOK «MMeeT IPAaBO Y4acTBOBATb B IPUHATUN
pelIeHMIl, CBA3aHHBIX C COOCTBEHHOI XM3HBIO, 00/Ie3HbIO U CMEPTDIO, HA OCHOBE CBO-
UX BO3MOXKHOCTENL, )KeMaHUl 1 1eHHocTel» (XapTusi, 2016: 46). DTO MpefIIonaraer,
YTO Bpauyl JO/DKHBI IIPMHUMATD K CBEJCHVIO >KeaHMs U OKUflaHNA peOeHKa Ipy IIa-
HYPOBAaHUM JICYEHNUS U YXOZQ, IPEJOCTAB/IATh €My BO3MOKHOCTD BepOaIbHOTrO M/VJIN
HeBepOaIbHOTO caMoBbIpakeHMA. IIo Mepe pocTa caMOcO3HaHUA pebeHKa aBTOPUTET
poauTeneil IOHEMHOTY CHVDKAETCH, a YPOBEHDb MBIIIJIEHNA, IOHMMAaHNUA M HaBBIKOB
KOMMYHMKALVM TIO3BOJISAET IPU3HATD 3a IETbMI, €Ille 1O HACTYIUIEHUs COBEPIIEHHO-
JIeTVisA, OIPeNe/IeHHYI0 CIOCOOHOCTD IPMHUMATD pemeHnsa. OfHaKo, HeCMOTPs Ha Ha-
JIM4ye IPaBOBOI PerlaMeHTaly y9acTUs alyeHTa B IPUHATUM MEAULIMHCKUX pelle-
HII, PaKTUIeCKU TAKOr0 HOPMMPOBAHMSA OKa3bIBaeTCs HeJOCTATOYHO. OUeBUIHO, YTO
KOMMYHUKAIMA He BCerfia MofgaeTcst GopManusani, oCOOEHHO eIy OHa 3aTparuBaeT
CTOJIb CEHCUTUBHYIO TeMYy, KaK Hemsjednmoe 3aboneBanne. 3pech TpedyeTcs «cOanan-
CHPOBaHHAA» KOMMYHUKALVA B KIMHUYECKMX U BHYTPUCEMENHDBIX B3aMMOJECTBUAX,
KOTOpasi He MOXKeT ObITh 3apaHee paclucaHa 1 CIVIAHMPOBaHA C ONHO3HAYHOI OpMeHTa-
Ijyell Ha HOPMAaTVBHO-IIPaBOBBIE aKThI 1 (aKTU4eCKU Bceraa OyzieT COIpsDKeHa C BHe-
MeIMIMHCKUMM IIPaKTUKaMU HaJe>KIbl, 3a00TbI 1 COB/IA/JaHNUA.

Popurenu u Bpaum CK/IOHHBI CYMTATDH MALMEHTA IMACCUBHBIM PELMIIVEHTOM WMH-
¢dbopmary, Kacaomleics JUarHOCTUYeCKOTO ¥ IPOTHOCTUYECKOTO aCIIeKTOB JIeUeHN,
U He IPUHYUMAIOT K CBEICHUIO ero MHAVBMUIYaIbHbIe 0COOCHHOCTU U MpPeIOYTeHN,
CBA3aHHDIE C €T0 IIOTPEOHOCTAMY, KOHTEKCTOM U CYObeKTUBHOI TeMIIOPaTIbHOCTBIO.
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Kax cnencrBue, yyactue pebeHka B 00CYX/IeHNAX JUarHO3a, TedeHns 1 yxoaa (care)
OKa3bIBaeTCsA OrPAHMYEHHBIM, & B BOIIPOCAX HPUHATUA QYHJAMEHTAIbHBIX PelIeHN
(o xmpyprudecknx onepaumax, pajyony4eBoil VIV XMMIOTEPAIn, Iepexofie OT Kypa-
TYBHOJ! K ITa/UIMATUBHOI TOMOILY) MUHUMU3UPYeTCs. Vepapxust pakTU4ecKu orpaHu-
Y1BaeT BO3MOXXHOCTD Y4acTHs MAL[MeHTa B COOCTBEHHOI JKM3HM, OTYY)K/AET €€, [enas
ee He NpuUHajexaileil pebeHky. OnAThb Xe, 9T0O MOTUBUPYETCS OCOOEHHOCTAMY BO3-
PacTHOTO pasBUTHA MALMEHTA J YaCTVYHO YPaBHOBEIIMBAETCSA BHUMAHIEM K €To >Kela-
HUSIM U TOTPeOHOCTAM ™.

Takoe orpaHnyeHne aBTOHOMIM HALMEHTa IIOPOJ BCTPeYaeT COMPOTUBIIEHNUE C €T0
cropoHnbl. Kak KaxxeTcs, IefiCTBYA 110 OTPAHNYEHUIO MOTYT OBITh CBSI3aHBI C HECOOTBET-
CTBUEM pebeHKa HOPMATUBHBIM IIPEfCTaBIeHNSIM 00 aBTOHOMHOM MHAMBIE, KOTOPbIE
MMIDUIMIMTHO 3a/I0)KeHbI B KOMMYHMKAIMIO Bpada I TalyeHTa. B rpuage «pe6eHok—po-
IOWUTeNTb—Bpad» IIOC/IEAHNE IBOE He VIMEIOT IIOJTHOTO KOHTPOJIA HaJi KOMMYHMKAI[UelL:
IeTy OKa3bIBAIOT HA POJUTesNell AaBjieHe, 3a/jaBasi «HeYJOOHbIe» BOIIPOCHL, TP 9TOM
He IIOfIBepras COMHEHMIO >KeJIaHWsA POJMTesieil ¥ Bpadeil 3a00TUTbCA O HUX, a CTpe-
MSICh YCTAHOBUTD I'PaHuUIIbl 3Tt 3a601bl (Clemente, 2015: 3). Kpaitreit ¢popmoit Takoro
COIIPOTUB/IEHMSI MOTYT OBITh CTPATErni Celapalun y AeTeli-alieHToB, Ijje JUCTaH-
LUpOBaHMe ¥ KOHQIMKTHOCTD IIOPOJl MOTYT ObITh He YeM MHBIM, KaK «pelreTyIiei»
¢unanbHOI cemapanuyu — cMeptu (Bluebond-Langner, 1989: 8-9). ITo HabnoneHusM
KiemeHre, s13bIKOBbIE UTPbI OHKOMOTMYECKUX TTAL[MEHTOB 1 BPAYel IIPEeCTAB/ISIOT CO-
6011 CBOEro pojia «KOIIKM-MBIIIK/» C IOCTOSIHHBIM OOMEHOM BOIIPOCAMM U OTBETAMI.
[TanyeHTBI CIIpaIIMBAIOT O CBOEM OyAYyIeM JIeYeHUN U O IIPOTHO3aX, Ha YTO Bpadl OT-
BEYaloT YKJIOHUMBO, JaObl 130€)XaTh MOTEHIIMANTbHO TPEBOYKHBIX VTN OFHO3HAYHO II7I0-
X1X HOBoOCTeil. He mojiBeprasi COMHEHIIO aBTOPUTET POMTENEN U Bpadeil, IeTU TeM He
MeHee IIBITAITCSA, BOIPOC 32 BOIIPOCOM, IIPOSBNUTD CBOIO BOJIIO K 3HAHUIO B Pa3rOBOpax
0 JIEYEHUY U HeoIlIpefie/IecHHOM Oy yILeM.

3pech coxpaHAeTCcsA BOIPOC: UAET I pedb O CTPEeM/IEHUY HOAIePKaTh LieJIOCTHOCTD
XKVMI3HU BHYTPU fUanbl? Begb 9TUM MOXKHO 0OBSICHUTD TEHCHIINIO HUBEMUPOBATh aBTO-
HOMUIO peOeHKa B IPUHATUM PelIeHniT, oOpaleHye K IICUX0TepaneBTNIeCKIM TeXHI-
KaM COBJIaJJaHMsA, PUTYATN3aLMIO Y Py TMHU3ALNIO IOBCEHEBHBIX fieficTBuit. CoxpaHsi-
€TCsI BOIIPOC IIPOMCXOKAEHNST MICKOMOJ HOPMBI — ObljIa /1M OHA HalifjeHa B IPUBBIYHOM
TeYeHNI XU3HU AMAbI 10 YXYALIEHNS COCTOSIHMA TTAllJMieHTa, VMIN Ke Obl/la BMEeHeHa el
u3BHe? [lajyiee st MONpoOYI0 PeKOHCTPYUPOBATDH COLMOKY/IBTYPHbII KOHTEKCT, CTaBILINIA
HYTATeIbHON Cpefiolt st GOPMUPOBAHNA CTONDb YCTONYUBBIX YOEXKICHMIL.

19. C TOYKM 3peHI/IH HpaKTI/IKOB l'[a]'[]'II/IaTI/[BHOT;[ IIOMOIIN IETAM, HOBOpO)KI[eHHI)Ie, MIAageHLIbl U OEeTU
MJIQJIIIETO BO3PACTa He BCEIfla MOTYT BepOa/bHO BBIPA3UTh CeOsl U, KAK CIIEiCTBIE, HE MOTYT CUUTATHCS
CyObeKTaMu, CIOCOOHBIMM K IPUHATUIO CAMOCTOSITE/IbHBIX PELIEHNI B KOHTEKCTE KIVHNYECKOI IPAKTUKIL.
Boree moxpo6HO cM. garnee.
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«HeBMHHOCTb» U )KN3HEHHDI MUP pe6eHKa B KPOCC-KyNIbTYPHOM
nepcneKTuse

Jns coBpeMEeHHOTO TYMaHUTApHOTO 3HAHNA Y>Ke IIPUBbIYHA alle/UIALNA K TPYHIUIIN-
QJIPHOJ MHOYXeCTBEHHOCTM HEepCIeKTUB. MeAMIMHCKasa KyIbTypa BKIIOYaeT B cebs
B3IJIAMBI MALMIEHTA U BPa4a, COBMECTHO CTPYKTYPUPYIOIME KINHNYECKYIO PEATBHOCTD,
aflallTUPYIOIIYIOCA K HelOMOTaHUIO IaluenTa. Kak cuuraer MegMIMHCKIUIT aHTPOIIO/IOT
Apryp KneltHmaH, MegMIIMHCKasA Ky/IbTYypa peanusyeT Takye QyHKIUY, KaK KOHCTPYU-
pOBaHMe CAHKI[MOHVPOBAHHOTO OIIbITa OOIE3HM, YIIpaBIeH)e HeLYTOM, €r0 JUarHOCTHU-
Ka I JIedeHMe B IIVPOKOM CMBIC/Ie (Tepalys, AMeThl, ICUXOTepals, peabuauranns),
IIPOTHO3MPOBAHME Pe3y/IbTaTOB JIeYeHMs MALMEeHTOB (PEeMUCCHUS, PELUB, OCTIOKHE-
HUA, CMepPTh). B3auMoOTHOIIEHNA MeX/y TTaljMeHTaMy, WIeHaMI CeMb) M Bpadamu/
MefpabOTHMKAMIU CYyTb B3aMMOJENCTBYS PasHbIX KapTUH MMpa U OODBICHUTEIbHBIX
MofieTIeli, IO3ULWIT B coluanbHoil cTpykrype (KneitnMan, 2016). [IpuHIMIManbHOI
MHO>XeCTBEHHOCTH B3ITIAJIOB Ha OIIBIT IallieHTa — TPAaKTYeMOoll Yyepe3 HapyLIeHM:
6uonorndeckux QyHKIUIL ¥ TOBEFEHNS WM KY/IbTYPHO PerTaMeHTHPOBAHHBIN OIBIT
HeJlyra — COOTBETCTBYET aHAJIOTMYHasA MHOXXE€CTBEHHOCTD /I FeTEPOr€HHOCTD Te/la Ia-
L[VIEHTa, €r0 3MOLVIOHATbHO-apPEKTUBHBIX U COMAaTUICCKUX CTPAJAHNIL, B TOM YHUCIIE
paspenseMbIX BHYTPU [uajibl «peOeHOK—PORUTEIb» U TPUALbl «peOeHOK—POJUTENb—
Bpau» .

Ha ceropusuiamii eHb Hanbonee eIOCTHYIO KOHLIENITya/IM3aLuIo 9TON reTeporeH-
HOCTHU JJaeT MeOUyuHcKas anmpononozusi. OpMeHTUPYSICh Ha IOJIeBble METOMBI COLIMAIIb-
HBIX HayK, OHa aHA/IM3MPYyeT MeAMLMHCKIE IPAKTUKY ¥ PacKpblBaeT reHe31C HOpMaTyB-
HOCTH, PeI/IaMeHTa, CYOOpAMHALINM TIALIeHTOB U MEAMIIHCKIX PAaOOTHIKOB, a TAKXKe
CHCTeMBI 3IPaBOOXPAHEHNS B LIeJIOM KaK COCTAaBIIAOIIell 00IecTBa U KYIbTypbl. I1pn
9TOM OHA He CTAHOBUTCS «IIOCOOHNKOM» OMOMENUIIMHBI, 8 KPUTUYECKN aHATU3UPYeT
LEHHOCTY ¥ CMMBO/IYeCKIe 3HaYeHVs, IIPAKTUKY U CIIOCOObI CAMOIIOHVIMAHYIS JTIOfieit,
B3aMMOJIEMICTBYIOIMX C MEAULMHOMN. S mpepaarao JOIOTHUTH aHTPOIOIOTUYECKYIO
OITHKY (eHOMEHONOTHeEl, KOTopasi, GOKYCHPYsCh Ha AMHAMUKe CeNVMEHTUPOBAHMS
CMBIC/IOBBIX CTPYKTYP ¥ MHCTUTYLWIL, OTIIPABJISAETCSA OT IIPOXXMBAEMOTO (IIaTUIECKOro)
OIIBITA U CLIOCOOOB €r0 CEHCOMOTOPHOI, BepOaTbHOI M CUMBOIMYECKON apTUKYIALINNA.
IT1uM OHa OBl Ipeofoesia TEHJEHIMI0 MEUIIVTHCKOI aHTPOIOIOIUN K COLVIAIbBHOMY
KOHCTPYKTUBU3MY U JPYTUM COIIMOLIEHTPUCTCKUM HO3UIUAM. POKYC MEAUIIMHCKUX
AQHTPOIIOIOTOB Ha PEIATUBHOCTU M MHOXKECTBEHHOCTM MaTepPUATbHO-JUCKYPCUBHbIX
MO3MLMI Ja/leK OT LIEHHOCTHO HeliTpa/IbHOTO: OH YKa3blBaeT Ha TO, YTO HUBEIMPOBAHMe
TOJI VI IHOV TTO3MLIMM BCETfja eCTh peanusanns Baactu. Hempusnanue aBToHOMMM 11a-
I[Mi€HTa aBTOMATNYECKM O3Ha4YaeT JOMMHMPYIOUIYIO, BIACTHYIO IO3UIMIO Bpaya, KOTO-
pOMY /ydllle U3BECTHO, «KaK HaJj0», ¥ KOTOPbIN 110 YMOTYaHUIO AEMCTBYET U3 TyYIINX
MHTEPEeCcOoB MaljJieHTa.

20. Takoil HO3UUUN IPUAEPKUBAIOTC SHAKTUBIUCTBL, @ TAKXKE CTOPOHHUKH «KapAno(eHOMeHOIo-
run» — (EeHOMEHOMIOTMM SMOLMOHANIBHO-aPEKTIBHO «3apsKEHHBIX» MHTEPCYObEKTUBHBIX COMATOBEreTa-
TUBHBIX Ipo1ieccos: Varela, 2001; Depraz, 2008.
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9TO Ha MePBBIIT B3IJIsL] aKCMOTOIMYEeCKY HelITparbHOE yKa3aHye Ha «HaJOOHOCTDb,
«He0OXOJVIMOCTb» T€X M/IM MHBIX MEAMLIMHCKNAX MAaHUITY/IALNI MOYKHO IIPOaHaIM3UPO-
BaTh ABOsIKO. C OHOIL CTOPOHBI, OHO Pe/IeBAHTHO JEOHTOMTOTMYECKUM 00513aTe/IbCTBAM,
KOTOpble Ha cebs GepyT Bpaum 1 MegMuuHCKue paboTHuKu. HopmaruBHble mpepmm-
CaHIs, JIeXKAIlJe B OCHOBE perlaMeHTa O0/IbHIYHOI/XOCIIUCHON KU3HY, B CYLHOCTH,
ApTUKYIMPYIOT MATePHAMCTCKIE KOJEKCHI U MPOTOKO/bL. KaxkeTcs, 6yaTo naHHas pe-
[IaMeHTalVsI TpebyeT IpUMeHEHNs K Hell «IOTMKM [TOR03PEeHMsI», KOTopast pazobima-
yyTa Obl MMIUIMLMTHBI YHUBEPCAnusM U GpopManusM 6M09TUKY, HUSBOHAS ee CTaTycC
IO OJJHOTO VI3 MHOXKECTBA «3THOMEAUIIMHCKIX» KOHIIEIITOB, Pa3HAIUXCA OT KY/IbTY-
PBI K Ky/IbTYype, OT coobijecTBa K coobijectBy?!. C fpyroii CTOPOHBI, C TOYKY 3PEHN
(beHOMEeHOIOTNM ¥ MEGUIMHCKOM aHTPOIOIOTNY HEOOXORNMO OOBSICHUTD, KaK HOP-
MaTVMBHOCTb BO3HUKJ/IA M3 IIPAKTUK BHYTPY MEAVMLVHCKOTO YUPEX/EHNA U CUCTEMBI
3[JpaBOOXpaHEHNs, TI0Ka3aB UX Yepe3 B3aMMOOTHOLIEHVS CEMbI, MEULIVHBL, 0011jecTBa
Y TOCYIapCTBa.

VIMeHHO Tak MOXKHO OCYIIeCTBUTbD II€PBBIiT LIAT K PeKOHCTPYKINI HUSHEHHO20 MUPA
nayuenma-pebenxa. Knaccuaeckoe omnpenenenue «pomu 6onpHoro» (sick role) B comm-
anpHOII Teopun Tonkorra [TapcoHca mpepmnonaraet, YTo CyObeKT IIOJTHOCTBIO OTHACT
ce0s Ha IoIeYeHVe MHCTUTYLMOHATIBHO OPraHN30BaHHON MEAMLMHBL. DTO O3HAYaeT:
B paMKax [JOKa3aTelbHON MeAULMHbI IIepe>KuBaHue 60IesHN IpefIonaraeT 00s3aTeb-
HOCTb OOpallleHNsI K Bpady, IpernopydeHne cebs 1 CBOEro HeMCIPaBHO (PYHKIMOHM-
PYIOIIETO TeTa HOCUTEIIO 9KCIIePTHOTO 3HaHMA. Takoe ompefenieHne He MpeAIIonaraeT
aBTOHOMHOJ aKTMBHOCTH IIAL|Mie€HTa Y HE YYUTBIBAET CyObEKTUBHO-aKCHOIOTMYECKIX
MOTVBOB aHa/M3a OIIbITA HEAyTa, BCTpauBast MHAUBYU/YalIbHO IIepPeXNBaeMylo 60/1e3Hb
B KpyIIHOMaclITabHble coljuabHble Ipolecchl. IIpudeM mepenada ce6s1 Ha IOIeYeHUe
MeJUIHe O3HA4YaeT OPMEHTALMI0 MMEHHO Ha 6uoMeoulyuHy — TaK CO3jaTendb «Oyo-
IICMXOCOLMA/IbHOI» MOfenu 31opoBbs u 6onesuu xopmk Iumxen (boppen-Kappuo,
CauMeH, JncTaliH, 2006) IpeIOXKIII Ha3BaTh IOXO, TOCIOACTBYIOIMII B 3aIIaJHOM
3[IpaBOOXPaHEHNN C CEPERVNHBI IIPOIIOTO BeKa. buoMennuyHa B onpeeneHny JHKe-
JTa CTOUT Ha TpeX CTOMIAX: Ayaau3M Tela M CO3HAHMA, MaTepuany3M/pefyKIIOHN3M
u 00beKTHBU3M. B Heill Bce, 4T0O He mopmaeTcsi 00bsICHEHNIO Yepe3 U3NOIOrnIecKie
IIPOLIeCCHI U CBA3M, HE PeJIeBaHTHO /1A MeJVIMHLL B aTOM 3aKmoyaercs pacnpocTpa-
HEHHDIJT Cpeiy Bpaueil «HaMBHBII peau3M», BeAYILINil K IaTepPHAIMCTCKOMY OTHOLLIe-
HUIO K TTallMeHTaM.

VHBapyaHTOM 1A OMOME[MIIVHBI SB/IAETCSA YHUBEpPCalIbHOE, OObeKTUBHOE 1 He
3aBlcsllee OT COLMOKY/IbTYPHBIX BIMAHMII OpraHN4YecKoe Telo, K KOTOPOMY eCThb Ha-
Y4YHO IIpyeM/IeMble TTO[XOHbI, CBA3aHHbIE CO CTAHLAPTU3MPOBAHHBIMY IPOLENLypPaMu
nedeHus. Takum obpasom, «oduimanbHO» Ipu3HaHHAs MIU(OIOrus JOKa3aTeIbHOM

21. CM., K IpuMepy, 0630pHY0 cTarbio Ajtekcanppsl Kypnenkosoii (KypieHkoBa, 2013), IOCBALIEHHYIO
I[I/ICKYCCI/IHM Me>{<11y CTOPOHHI/IKaMT/I n HpOTT/IBHI/IKaMT/I paCH_[I/IpeHI/IH KOHTEKCTa 6]/[03TI/IKI/[ Cpe]:[CTBaMI/[ 3T-
HOrpag1uecKoro HaG/IIOAEHNs, MHTEPBBIOMPOBAHNS U COLMAIbHO-KPUTUIECKOTO aHA/IM3A IMChMEHHBIX JC-
TOYHMKOB U HPAKTUK. PEHOMEHOIOIMYECKYI0 KPUTUKY eBPOIIOLeHTpu3Ma B 61oaTuke cM. Takxke: (Mallia,
2013: 46-50).
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MEJVIIIVIHBI MOXKET OKa3aTbCs HeCOM3MEPUMON C CYObeKTMBHBIM OIIBITOM IIallieH-
Ta, IEePEXUBAIOLIEr0 OONEe3HEHHbIE COCTOSIHUSA. A 9TO 3HAYUT, YTO MOXKHO TOBOPUTH
0 HeYCTPaHMMOM [yaayu3Me, IPOHNSBIBAIOIIEM OMOMEeIVLINHY, — LyaausMe Tela ma-
I/IeHTa KaK 00beKTa MaHUITY/IALVIL U Tella KaK UCIIBITHIBAIOIErO 60/Ib CYODbeKTa, Ie-
PEeXMBAIOIIETO MMPOKMI CIIEKTP HaJeX/[|, CTPAXOB U IIPEJIIOIOKEHNIT B YCTIOBUAX He-
OIIpefie/IeHHOCT. BroMeqUIIHA BBICOKO IIEHUT BO3MOXKHOCTU KOHTPOJISI CUMIITOMOB
KOHIIEIITYaIbHBIMM M TEXHOMOTMYECKUMI CPEACTBAMI COBPEMEHHOI HayKM 1eHO fie-
TyMaHU3aLuy ¥ UTHOpUpoBaHus GpoHa 60Ie3HY, ee IepCOHAMU3UPOBAHHON UICTOPUML.

[TarepHamucTcKass 6103THKA, C ee aKLeHTOM Ha aBTOHOMUY ¥ MH/IMBUYaTbHOCTH,
CYNMTaeT MAPafUrMOil KOMMYHMKAIMI B3aVMOLEVICTBYE Bpada U MAljeHTa, IPY 3TOM
Kak OBl BBIHOCS 32 CKOOKV COLIMOKY/IBTYPHBIII KOHTEKCT 1 JIOKA/TbHBbIe OMO/IOTNYecKue
0co6eHHOCTH TI0fieil. B3auMOopeliCTBYIOT 1Ba COXPAHHbIX, aBTOHOMHBIX CYObeKTa, KaX-
IbLIT M3 KOTOPBIX CIIOCOO€EH paliiOHaIbHO MBIC/IUTD 1 IPMHUMATh B3BEIIEHHbIE pelle-
HIs1. BHe paMOK mannmaTyBHOIM IIOMOIIM BBIIIAGUT BCE TaK, OYATO KOMMYHMKAI[US
IPOVCXOUT B CTEPUIBHOM IIPOCTPAHCTBE, IJie HMAIL[MEHT CJIOBHO «abCTparnpyeTcsi» oT
60711, a Bpad, COOTBETCTBEHHO, «abCTParupyeTcsi» OT OLIYILIeHWIT Ial[eHTa, He VICIIbI-
TBIBasl K HUM SMIIATHN ¥ [IePEBOJsI SKamoObl IaljyeHTa Ha (GOpMasIbHbII A3BIK ICTOPUN
6ome3nn?2. [INCKypc fOB/IEET HAZ, MaTePUATIbHBIMIL, (PV3MOTOTMYEeCKIIMU OLYIeHVSIMIA,
a aBTOHOMMsI CTAHOBUTCS MeTadMU3NIeCKUM aTpUOYTOM paliiOHATbHO-IICHXOIOTIYe-
CKOJ1 CaMOCTH, OT/ielIeHHOI OT Tefa. OYeBUIHO, YTO B KIIMHUYECKOI [IPAKTHUKE 3TO HE
TakK.

MepuiHcKas oMolb (care) 1Mo cBoeit CyT — 3TO MaHu(ecTaysa 9K3UCTeHI -
ana 3a60Tbl, KOTOPBIIT, €C/IV BCIIOMHNUTDH (peHOMEHOIOTNYeCKE BBIK/IA/IKN Xalierre-
pa, ABJIsSIeTCA OIpefeAolIell CTPYKTYPOIL 4elI0OBEYeCKOro OIbITa M1pa. 3a60Ta Bpaya/
MEIVIITHCKOTO pabOTHMKA O MaljMeHTe TeM CaMbIM BBICTYIMAaeT peannsalniyeil SK3u-
CTeHL[MA/TbHO-IPAKTIYECKOIl BOB/IEYI€HHOCTY MHAVBIAA B MHTEPCYOBEKTUBHBIE B3a-
MMOJEVICTBILT: «PeALMOHHOE ObITHE» Bpada I MALMEeHTa YCTPOEHO KaK CBsI3h MEXAY
CyO'BEKTOM, UCIIBITHIBAIOIVIM CTPafJaHIsA, HY>KAAIOLMMCS B M3/IedeHUN VN 0brerde-
HUJ CUMIITOMOB, JI BPa40OM, KOTOPBIII OepeT Ha cesi OTBETCTBEHHOCTD 3a COXpaHEeHNe
wm ynydilenne xusHu nanuenta (Mallia, 2013: 32-34). VX koMMyHuKalusa ocHOBa-
Ha Ha B3a/IMHOM JOBepUM ¥ OKa3aHMUM/IIONy4eHUY IIOMOIIYM, CO BpeMeHeM paspacra-
sSIChb B 9K3UCTEHI[MATbHO OKpAIllleHHbIe OTHOIIEHsI B3aMO3aBUCKMOCTH, T/€ TMALEeHT
CTaHOBUTCS YaCThI0 NAEHTUYHOCTY Bpaya, a CMEPTh Ial[MeHTa BOCIPUHIMAETCS KaK
nofnHHas yrpara JIpyroro. ®eHOMEHONOTMYECK 3TO O3HAYAeT MPUMAT MPAKTUKIY,
T. €. HOMO02A10U4e20 OTHOLIEHsI OFHOTO MHAMBI/A K JPYTOMY, OCHOBAHHOTO Ha 9TVKE OT-
BeTCTBeHHOCTH. VIMeHHO moaToMy Bpad u ¢punocod Krayc [IépHep npennaraet Megy-
KaM IPeACTaBUTb Ce0sl «IaIbHUMU POJCTBEHHNKAMI» IAIVIEHTOB, BEjb T€ BO3/IaraloT

22. HarspHblit IpyMep Takoro pofia 61109THYECKOro «abCTpaKIMOHN3Ma» CM. B KOMIIEHAMYMe 110 (u-
nocopunu menuunusl Kaszema Cagur-3age (Sadegh-Zadeh, 2015: 123-124). [laHHas mo3uums KpUTHKYETCS
y>Ke ZOCTaTOYHO JABHO, U ONMH U3 HanbojIee OUeBUHBIX KOHTPIPUMEPOB 3[eCh — HappaTHBHAs MEIUIV-
Ha, [IPeJICTaB/IeHHAs, K IIPMMePY, B Ilepe/IoMHOII pabore corpronora Aprypa ®panka «PaHeHBIIT pacCKasdnK»
(Frank, 1997).



200 COLNOJIOINMYECROE OBO3PEHUE. 2021. T.20. Ne3

Ha Bpadell OTBETCTBEHHOCTD 3a CBOKO XKM3Hb. [I0I0)KeHMe «/Ja/IbHEr0 POICTBEHHMKA»
CO3[aeT CUTYALNIO, KOITja «<HEKOTOPAs OTCTPAHEHHOCTD I B3aNMOZEIICTBYE 13 COMUAAP-
HOCTV HaXOfISATCsI B paBHOBecum» ([JépHep, 2006: 98). B 9TOM cMbIC/IE MO>KHO [JOMOTHU-
TE/IbHO IOAYEPKHYTb PasMBITOCTb IPAHUL] MEX/Y YYaCTHUKAMM TPUabl «peOeHOK —
pOMTENb — Bpad»: POICTBEHHbIE CBS3Y 1 IPOQeCCHOHANbHBIE PO IIPY peann3alnm
«VIMMaHEHTHOI BpaueOHO 9TUKI» TIEPEUIETAIOTCS U CMELIMBAIOTCS, IIPUBOJS K HEPa3-
JIMYUMOCTI BHYTPY MUKPOCOOOIIECTBA, & «[IPOAYKTUBHO-ACUMMETPUYHOE» OTHOILIIE-
HIle Bpaya I [al[ieHTa aHa/IOTYHO OTHOLIEHNIO 3a00THI MaTepu/pofuTens o0 pebeHKe.

KnnHnyeckass KOMMYHMKAIVA Bpada M IalleHTa BO3HMKAET Ha ITOYBe B3aMMO-
IeVICTBUA IBYX XKUBBIX CYIIECTB, OJHO 113 KOTOPBIX MCIILITBIBAET OO/IeBbIe OLIYIeHNs,
a [pyroe CIOCOOHO «BYYBCTBOBATHCSI» B HUX UM HATH CIIOCOOBI YMEHBUINTD CTPaja-
Hyist. []7151 heHOMEHOIOT MM IOHSATHO, YTO «BUYBCTBOBAHE» OCHOBAHO HA IIePEXXMBAHUN
APYroro Kak BOIUIOIIEHHOTO >KMBOTO CYIIeCTBa, a He TONbKO KaK aHAJIOTMYHOI PaIjio-
HA/IbHO-TICUXOJIOTMYECKOI caMOCTH. DBaH TOMIICOH rOBOpUT 0 MHOroobpasun ¢popm
9MITATHM, BKIIOYAIOIEil B ce6s1 epeXX1BaHIe PYTroro Kak OfyIIeBIeHHOTO CYILeCTBa,
«3aXBaYeHHOI'0» CBOMM Te/IECHBIM OBITUEM; BHIPKAIOIETO CBOJ CYOBEKTMBHBII OIIBIT;
BOCIIPMHMMAIOIIETO MUP BOKPYT ce0sl MPOIPUOLIENITUBHO, KMHECTETUIECKH; CII0CO0-
HOTO K BOJIEBOMY JieiicTBMI0?%. Peyp 06 aBTOHOMMM ¢ PeHOMEHOTOTMYECKOI TOYKY
3peHMs CTAHOBUTCA YMECTHOII JIMIIb KaK O IIPOM3BOJHOI BOJIEBOTO Iie/1eco00pa3Ho-
ro (T.e., B CyLIHOCTH, cBOOORHOrO) mevictBus nupusuga (Mallia, 2013: 28), koToporo
MOYKHO SMIATHYeCKM MOHATD. [IpndeM [/ HEKOTOPBIX aBTOPOB M3HAYAIbHOI Cpeoit
COLMaNMM3aUNN U ICUXOIMOIIVIOHAIBHOTO Pa3BUTHA SIB/ISIETCS CEMbsI, @ TOYHee — [ya-
Ia «pebeHOK/MaTh» U IPUCYILNE eif MAaTTEPHBI MHKOPIOPUPOBAHHOM KOMMYHMKALIUN
(Maturana, Verden-Zoller, 2008; Gallagher, 2013: 4). VIMeHHO 3[5eCb, B aCUMMETPUYHBIX
OTHOUIEHVSIX, Peann3yeTcs 3TUKa 3a00ThI ¥ 6e3yC/IOBHOI OTKPBITOCTI APYTOMY, WIN
9TUKA MAMepHANU3MA, O KOTOPOil ToBOpUT [IépHep 1 KoTOpas KaxkeTcs Hambosee pe-
JIEBAaHTHOJ ITa/UIMATUBHOI IOMOIIM eTAM. DTO TVKA, aKIeHTUPYIONas TaKTU/IbHBII
U KMHECTeTUYIeCKUIT KOHTAKT JIBYX CYyOBEKTOB, HOBEPOATbHYIO TENMECHYI0 KOMMYHI-
KaIMio ¥ 9MOLMOHANbHO-aQPEeKTUBHOE «CTUAHNE», KOTOPBIE U BBICTYMAIOT CPeNoil
dbopMmrpoBaHUA ABTOHOMHOTO MHAMBKAA. MaTepHaMnCTCKIUI B3I/ Ha CTAHOBJIEHIIE
VH/IMBUAYQIBHOCTY, B CYLIHOCTHU, apTUKYIUPYeT (PeHOMEHONornYecKoe IIOHMaHue
KOHCTUTYUPOBAHMsI CYObeKTa U3 «TPAHCLEHJeHTaIbHOTO Mbl», @ MMEHHO — IMafibl
«pebeHOK/MaTb».

Ho xaxue KOHIIeNITya/lbHbIe ¥ METOHOIOTNYECKIE PeCyPChl MOXKHO MCIIO/Ib30BaTh
IJIs1 MOCTPOEHMsI MaTePHAIMCTCKOI STUKM MTA/IMaTUBHOM oMol fetsim? Hopmarn-
BU3M, PAL[IOHA/IN3M, YHUBEPCAIN3M, KOTOPbIe CBOICTBEHHBI OM09THUKE, IPEACTABIAIOT
co60i1 He 4TO MHOe, KaK (popManusanuo 1 abCTPaKLMIO PeaTbHOr0, BOIUIOLIEHHOTO
B3aJIMOJIEIICTBIA KMBBIX JTIofieil. BombHOI pebeHOK, KaK HUKTO JIPYTOli, la/leK OT ufie-
QIM3MPOBAHHOTO IIPEJCTaB/IeHNS O TTallieHTe KaK aBTOHOMHOM PallyIOHa/IbHOM MHJIN-

23. CreyjoBaTeNbHO, MAIMEHT — 3TO He MAlIMHA C TI0/IOMAHHOI IeTa/Iblo MM HAPYIIEHHBIM (QyHKI[IO-
HMPOBAHMEM, a )KMBOJ1 Ye/OBEK, MCIIBITBIBAIOLINIT 6O/b M CTPafaHUA. DTHU IePeXMUBAHNA 3a/JAI0T UHAMUKY
pocTa u pasBUTHUSA, COCTOAHMUIL 3[0POBbsI 11 6OIe3HN, CU/IbI M Hemow, ymypanus (Thompson, 2001).
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BIfle, TOCKO/IbKY M3HAYAIbHO, B CH/Ty BO3PacTa U JUAarHo3a, BOB/IEYEH B jua/jiuecKie
OTHOLIEHNMs, KOTOpPble KOHCTUTYUPYIOT Hepas[enMyI0 MHCTaHIIWIO BbICKa3bIBAHMSA
U mericTBusL. VI36upaemble poguTe/siMu GOpMBI peunt («MBbI ITOKYILIAIN», «<MbI 60/IeeM»,
«MBI yMJpaeM») He C/IyYallHbl, @ CBUJIETEIbCTBYIOT O IIPOYHBIX JUAANIECKUX CBA3SIX,
YacCTO IepeXBaeMBbIX e ThbMI KaK rIepornexanliye. Pe6eHOK 31ech HecaMOCTOsTeNEH,
OH 3aBJCUM OT PORUTEN, €r0 CAMOCTDb HEOT/e/MIMa OT CaMOCTH B3POCIIOTO.

B mamnmaruBHOI moMoIny npeobnagaeT GpakTop coydacTysi, KOTOPBII He yaaeTcs
O0OBSCHNUTD Yepes3 aleIsIuN K JOKa3aTebHOMI Hay4YHOI 6ase. VIcTopm4ecku BO3HUK-
HYB KaK Bapualus CECTPMHCKOrO YXOfa, Maj/yIMaTUBHAs IIOMOIb Obl/Ia HalpaBjeHa
Ha 130eraHye OJVIHOYECTBA TSDKENIO M HeU3lIednMo OONbHBIMMU HaryeHTamu. IloTomy
B KAKOM-TO CMBIC/Ie OHA YKPeIUIAeT «PeJIALMOHHOE ObITHEY, pasfieriaa CTpalaHNs Y OKa-
3bIBasl ICUXOCOLMANBHYIO IIOAAEPXKKY. VIMEHHO IO 9TOJI IpUYNHE 3[eCh pelleBaHTeH
HOZIXOJ; MaTepHaIN3Ma, paboTarlInil Ha YpoBHe marudeckoro onsita. Co3gaHue Tene-
cHOro KoMopTa, «Tepamnus CIyllaHKeM» YKa3bIBalOT, YTO Ma//IMaTUBHAs IIOMOLb —
9TO NpaKTMKa TYMaHU3aLVM, M IPAKTUYECKMII 3aIIpOC 3/jeCh BayKHee BbIBEPEHHOII Teo-
PeTUYECKON MOJENN TOTO, KaK B3aMMOJIEMICTBYIOT Bpad M IallMeHT. XOPOWUIl IpuMep
9K3MCTEHI[MATIbHO OKPAIIEHHOTO B3aMMOJENCTBISI HEU3IeYMO OOIbHOTO IMaljeHTa
U MEIMLMHCKOTo paboTHMKA IIpeficTaBleH B cTaTbe Scyxuko Mypakamu (Murakami,
2020). B Heil oH peHOMEHOIOTMYeCKN aHAMM3UPYeT KOMMYHUKAINIO TTalyieHTa ¢ 60-
KOBBIM aMuoTpoduyeckuM ckiaepozoM (BAC) u cupenkn (caregiver). Kak usBectHo,
pasButie BAC wacTo BezieT K cuHApoMy 3anepToro denoseka (locked-in syndrome) —
COCTOSIHUIO TTOJIHOTO TTapainyda MYCKyIaTypel 1 ada3um Mpyu COXPAaHHOCTY CO3HAHMSA
U 9yBCTBUTEIBHOCTH. Takoe cOCTOSHIE — 9TO CBOETO POJia Ipefiell HaTUYeCcKOro OIIbITa,
IOYTH ITOTTHOCTBIO 3aMKHYTOTO [ ApYruX. Ha 0CHOBe MHTEPBbIO C OLIBITHON CUMETIKO
Mypakamyu aHaIuM3upyeT TO, KaK OHA NOHUMAeMm IalMeHTa, KOTOPbIl CTPEeMUTETbHO
TepsieT CIIOCOOHOCTb BepOAIbHO BBIPAXKATh CBOV MBIC/IU M IPOCBOBI, U Ta’Ke MUMI-
Ky. B Takux curyanmsx ocmabneHHble KOMMYHMKATVBHBIE CIOCOOHOCTY BBIHY)XIAIOT
TeX, KTO OKa3bIBaeT YXOf, M3B/IeKaTh 3HA4YeHMe U3 KpajiHe HEMHOIOUMCICHHBIX CJIOB,
HabupaeMBbIX Py HOMOLIM andaBUTHON HOCKY (WIN, B APYTUX CIy4asx, pede-TeHepy-
pyrowux ycrpoiicts). Kak yrBep>xgaer Mypakamu, KOMMYHMKALUA 3/jeCb 00yCIOB/IeHa
IpeJIIeCcTBYIOIIe) UCTOpYell B3aUMOJENICTBIA MEICECTPDI U MAIMeHTa, TOTO KOPOTKO-
ro OTpe3Ka BpeMeHM, KOorjja O0/IbHOI ellje MOT TOBOPUTb. AJIbTepHATUBHBIE CIIOCOODI
KOMMYHMKanuu, 1o Mypakamu, OCHOBaHbI Ha CHOCOOHOCTHM BOOOPaKEHVSI MEICECTPHI,
npu4eM 00YCIOB/IEHHON KOHKPETHKOI IIPEIeCTBYIOLIEro ONbITa OOIIeH s C MalleH-
ToM. TakyM 06pa3oM, «penaLuoHHOe ObITIE», BO3HIKIIIee MEXAY TALMIEHTOM U MefiCe-
CTpOI1, II03BOJISIET MOCTIEHEN! C YAMBUTEIBHON TOYHOCTDIO «Y/IAB/IMBATb» TO, YTO XOUET
cKasarb OOJIBHOI, TIOHMMATD €r0 — IIOYTH TaK JKe, KaK MaThb [IOHMMaeT HeBepOanbHbIe
CHUTHaJIbl HOBOPOXX/JEHHOTO.

B ciydae conpoBoXKeHMA HeU3/Ie4nMO OONbHBIX HAalVeHTOB-IeTeil BO3MOXHOCTHI
KOMMYHMKAIIMI 4aCTO OOYCTIOBIEHBI TeM, KaK B3POC/IbIe IIPEfICTABIIAIOT cee KI3HEH-
HBII MUp peOeHKa. B MeInIMHCKNX yupexX/JeHUAX JeTH XUBYT I10 IpaBiIaM, KOTOpbIe
IpUyManu B3pOcCible. ITO MUP, B KOTOPOM ITIABEHCTBYIOT «B3POCIIbIe» CTAHAAPTBL, fla-
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JIeKVe OT IPUHSATHS ¥ 3a00TbI, CBOMICTBEHHBIX MAT€PHATNCTCKOMY IIOHVMAaHIIO KOMMY-
HUKAI[UU 1 B3auMopeiicTeuA. Kak cieficTBre, MHOTMM MHAUBUAAM IIOPOI OTKA3bIBAIOT
B YYaCTUM B IETCKOI 1/W/IN B3POCION KY/IbType. DTO MOXeT OBITh CBA3aHO C LIe/IbIM
PSIIOM MPUYMH, OJHAKO YACTO STUOIOTHUA OTKa3a BOCXOAUT K MEULMHCKIM 06CTOs-
TENbCTBAM — HEM3/IEYMMBIM 3a00/IeBaHVISIM, MHBAIMJHOCTH, HAPYLIEHVSIM YMCTBEHHO-
ro pasBuTus. [leTu, KOTOpble CTOMIKHY/INCDH C TAKUMMY IIpoO/IeMaMi, MCIIOABOJIb paccMa-
TPUBAIOTCS KAaK «KEPTBbI» KOHTMHIE€HTHBIX COOBITHI, CAEMABLUINX UX HEIIPUTOZHBIMI
I/ BOBJIEYEHUs B COLIMANbHO-KYNbTYPHYIO X13Hb. C/leoBaTeIbHO, Y4aCTHe B «<HOP-
MaJIbHOI» IeTCKOil Ky/IbType OTHIOAb He FapaHTMPOBAHO BCeM, KOTO B CUIy BO3pac-
Ta IIPMHATO OTHOCUTD K JeTsAM. Kak yTBepkgan antpononor Oasup I'ya, metu ¢ Takm-
MU JUaTHO3aMM CTa/JIKMBAIOTCA C NTATONOTU3alMell, OTUY)XIeHNeM U JleTyMaHM3aIueit,
U PACCMATPUBAIOTCS KaK «IIPUIATKI» K ucTopusam 6onesuert (Goode, 1994: 175)24.
VHOTa TOBOPAT, YTO Y eTell, KOTOPbIe HYXX/AI0TCs B ITa/UIMATVBHOI IIOMOILIY, ObUIO
HapYIIeHO Pa3BUTHE, U UX XU3HEHHAsA TPAeKTOPNA HEIIONPaBUMO MICKa)KeHa TeUeHIeM
607e3HN — Kak ecy Obl ICHXOIMOLIMOHAIPHOE U COMATHYeCKO€e Pa3BUTIe VHANBIA
651710 anndeHoMeHOM 601e3HN. AHAJIOTMYHOE OTHOLIEHIIE MOXKHO BCTPETUTH B PEIIpe-
3eHTAlMM [TAIMIEHTOB-/ieTell B Me/jya: He TOJIbKO BHelHye Habmoparenu us CMI, Ho
¥ yYaCTHMKM Ha/UIMATUBHOMN IOMOIIM (aKTUBUCTBI, BOJIOHTEPDI) IIPEICTaBIAT UX KaK
ONnuIeTBOpeHMst 60me3Hel, CBOMISI SKM3HY MALMEHTOB K He0OpaTUMOMY PasBUTHIO 3a00-
neBaHuA. OxujgaeMoe pasBUTHE OHTOT€HETNYECKON TPaeKTOpUIU CMelaeTcCs Iof, BO3-
IeiicTBYEM IaTOIOTMYeCKMX IIPOLIeCCOB — a 3TO O3HAYAeT CY>KeHMe CIeKTpa BO3MOXK-
HocTell coydactus pebenka. CoupanbHas JepuBanus, TAKMM 00pa3oM, OKa3bIBaeTCs
BHELTHNM (PaKTOPOM OTHOCUTE/IbHO ITATOIOIMYECKUX IIPOLIeCCOB B OpraHuaMe. JHJO-
TeHHble COMAaTUYeCKMe VM 9K30T€HHbIe COIIMOKYIbTYPHBIE POIIeCChl IeperieTanTcs,
a «IM4YHas Tparefusi» pebeHKa 1 POAUTE/I CTAHOBUTCS IPUYMHON HeIPU3HaHMs 0011ie-
CTBOM, AVCKPYMMHAIINY, CTUTMATH3AIVY VIN B JTYYIIeM CTydae 9K30TU3alnmn>.

24. 3ameuy, 4To ['yJ1, rOBOPA O «IIPUIATOUYHOCTI» JIeTeil K CBOMM JIMarHO3aM, CCBI/IA/ICS Ha CBOJ OIIBIT 3T-
HOrpa1uecKoro MCCIeIOBAHS CIIETIONTYXUX [IeTell B 1970-1990-€ TOJIbI, KOTOPBIM, COITIACHO €T0 MO3UIINI,
00111eCTBO OTKa3bIBaeT B IIOTHOLIEHHON COLMaMU3aIym, obeclieHnBast X KOTHUTHBHbIE I KOMMYHUKATHB-
Hble CIIOCOOHOCTY CChIIKOI Ha MHBAIMTHOCTD. 31eCh CTOUT YIIOMAHYTDb Ba>KHOE B paMKaX KPUTHYECKUX JC-
C/IEfOBAHNIT HBAIMAHOCTYL Pas/Idiie MeOUUUHCKOL VI COUUANbHOL MOFeNeil MHBATMAHOCTIL. MefuimHcKas
MOfie/Ib OIIpefieieT MHBAIMAHOCTD Yepe3 HeCOOTBETCTBIE Tefla (PU3MOIOINYIecKoil HopMe, B TO BpeMs Kak
colLuabHasA MOJYePKIBaeT HETOTOBHOCTD OOIIeCTBa IPMHIMATh 1 MHTEIPUPOBATD JIIOfIeil C TAXKEIbIMU Ha-
pymIeHnAMM, IPUBOIAILLYIO K MX VICK/TIOYEHMIO VI3 BCEX OCHOBHBIX cqoep COI.U/Ia]'IbHOI;I >kusHU. B TO e BpeMA
MexpyHapopnHas Kraccudukanus QyHKINOHUPOBAHSA, MHBATUTHOCTI 1 3[0POBbs, pa3paboranHas BO3,
yKa3bIBaeT Ha TO, YTO MHBAIMJHOCTb — 3TO Pe3y/IbTaT B3aMMOMEIICTBIA NHAVBUIYaIbHBIX 0COOEHHOCTEN
3I0POBBS YeTOBEKA U CPEOBBIX Vi IMIHOCTHBIX (PaKTOPOB.

25. Hanpumep, 06 aM6uBaeHTHOII repousariy pebeHKa ¢ MHBAIMAHOCTDIO (JOIONHAIOLIEl Tepon3a-
LVIO0 Bpadeii, 6OPIOMIMXCS 3a XXM3HM NALEHTOB) CM. LUTaTy u3 aBro6norpadmyeckoit mosecru Pybena la-
JIbETO, IAapaIM30BaHHOTO BCTIEACTBIE AETCKOTO IiepebpanbHOro mapanmnda: « — repoit. BeITh TepoeM nerko.
Ecnu y Te6s HeT pyK WM HOT — ThI Tepoil My IOKOMHMK. Ecru y Te6s HeT poauTeneit — Hajeiics Ha CBOU
pyxu u Horu. VI 6ynb repoem. Ecimit y Te6s HeT HU PyK, HU HOL, @ ThI K TOMY XK€ YXUTPUICA HOSABUTHCA Ha
CBeT cupoToil — Bce. Thl 06pedeH GbITH TepoeM [O KOHIIA CBOMX AHeil. VImu cnoxHyTs. S repoit. Y MeHs
IIPOCTO HeT Apyroro Bbixofa» (Tanbero, 2018: 11). CTOUT OTMETUTD, YTO UCTOPUIECKIIT IEPUOT, O KOTOPOM
nyureT [ambero — 1970-e rogsl B CCCP, — He CTOUT C/IMIIKOM CUJIBHO YIIOHOO/ATh aKTYaTbHOMY POCCHUIL-
CKOMY OIIBITY ;queiI C aHAJIOTMYHBIMMI 3a60}IeBaHI/IHMI/I. Tem He MeHee B KaueCTBE MCTOYHMKA APKNX MeTa(i)Op
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OrpaHndeHre BO3SMOXXHOCTeN pebeHKa, K IIPUMepY, IPH ITOTyYeHNN IIKOTIBHOTO 00-
pasoBaHMsI, MAPKIPOBaHIe ero KaK «HEHOPMaIbHOIO» 1 OTHEJIEHIE OT APYTUX feTell
HIKaK He CIeRYIOT U3 COCTOSIHMSA ero Tena. JleliCTBUTENbHO, OIpee/leHHble COMaTiye-
CKJe COCTOSIHNUSA MOTYT HApYLINTh KOTHUTUBHOE PasBUTHE, CLleIaTh HEBO3MOXKHBIM Hay-
YeHIe COLMATbHOMY IOBeeHII0, KOMMYHUKALIN 1 TPOYMM (HOpMaM y4acTusl B )KU3HU
IeTCKOTro U B3pocioro coobuectsa. OZHAKO 3TO ellle He JOKa3blBaeT HEBO3SMOXKHOCTH
MHTerpaLuy TaKux feteil. B camoM fene, Taxime et — OpyTie, OHYU BOIUIOLIAIOT B cebe
IUIACTMYHOCTD JXM3HM, KOTOpas mpeTepreBaeT fedopmanyio. VMimenno moaromy Iyx
IpejIaraa NHTEPIPETUPOBATh B3aNMOJelicTBIe pebeHKa 1 B3pOCIOoro Boooiie, 1 pe-
6eHKa C MHBATMHOCTBIO, I 3L0POBOTO B3POCIOTO B YaCTHOCTH, KK KPOCC-KYbMYypHbLiL
KOHTAKT WJIM, 110 KpariHeil Mepe, KaK IIPoLiecc, MMeoInii 4epTel TakoBoro (Goode, 1994:
187). KoMMyHuKanms B3pOC/IBIX U [leTell IPOMCXORNUT Ha CThIKE Pa3HBIX KY/IbTYP, aK-
CUOJIOTMYECKIX CUCTEM U MUPOBO33peHuit. [IpydyeM «I1a/uIMaTUBHBL» CTaTyC peOeHKa,
HOMVMO IIPOYero, MOXKeT 03Ha4YaTh HEBO3MOXKHOCTD €r0 «MHULMALMN» B «MUP B3pOC-
JIBIX». A 3TO ¥ BefleT K OTHOIIEHMIO K ALMEHTY KaK K KHe3pe/IOMY», KHeBHHOMY» 1 He-
camocTosTebHOMY. C 3TUM CBsI3aH NPU3bIB Iyaa K TeopeTuKaM Ky/IbTYpbl B3IISIHYTh
Ha B3aMMOJeNiCTBMe pebeHKa C B3POCIBIMI MM JPYTUMH JeTbMU I/Ia3aMIi CaMOro pe-
6eHKa, a He I/Ia3aMU B3POCTIOTO C er0 KYIbTYPOil «B3POCTIOCTI».

Kax ormeuana Bro6onz-JIaHTHep, ONMBIT YMMPAIOLLero pebeHka CyLecTBEHHO OT-
JIMYaeTCsl OT OIIBITa 3[[OPOBOTO pebeHKa TOro e Bo3pacrta. CreoBaTeNbHO, IPUHSTHIE
MOJIe/IV Pa3BUTHS MIPEfCTaBIeHNIT pebeHKa 0 cMepTH (KaK 1 KOTHUTUBHOTO, IICUX03MO-
LIVIOHA/IBHOT'O Pa3BUTHA B LIeJIOM) OTOOPaKaloT KapTUHY MUpa 3T0pOBOro pebeHKa, a He
HemsneunMo 6onpHoro (Bluebond-Langner, 1989: 9)2¢. MO>XXHO yTBepX/aThb, YTO OIIBIT
pebeHKa, MOMy4aloliero Ma/yIMaTUBHYIO [IOMOIb, faeT KOHTPIPUMEP KYIbTYPHOMY
KOHCTPYMPOBAHMIO [1eTCTBA. [yl peKOHCTPYMPOBAI MOJIE/N COLMAIN3ALINI 1 PA3BUTHS
pebeHKa (co3maHHbIE B3POCIBIMU), KOTOPble OCHOBAHBI Ha CTA[JUITHOM BUILEHUU TIepe-
XOfia I3 IeTCTBA BO B3POCTIOE COCTOsIHMeE. []elICTBUTENIbHO, TAKIe MOJEIN MOXKHO BCTpe-
TUTD IPYMEHUTEIBHO K KOTHUTYBHOMY, ICHX09MOLIIOHATIbHOMY, CEHCOMOTOPHOMY;, CO-
LMOKY/IBTYPHOMY pa3BuTuio MHAMBIUAA. COIIACHO TOI MOJENN, JETU «IO MPUPOE»
HY’>KZAIOTCSI B COTEIICTBINU B3POCTIBIX, YTOOBI 0OPECTH 4epThI, IPUCYILIIE B3POCTIOMY, —
MHBIMI CTIOBaMy, UM TpebyeTcs: BocnuraTensb. COfelicTBIE B3POCTIOTO IpeIIoaraeT,
9TO OH KaK 6bI 0pOPMIISIET «He3PeJIblil», <HEBIHHBI» YM peOeHKa, HAHOCS XKM3HEHHBII
OIIBIT Ha BOCIIPMEMJIIOLIYIO IIOBEPXHOCTD, tabula rasa. Ilox pyKOBOJCTBOM B3pOCIIO-
ro pebeHOK MPOXONUT Yepe3 OmpeleneHHblil Habop cTapuit win ¢as, u OKUIAEMbIM,
«HOPMaJIbHBIM» 3aBepLIEHIIeM 9TOTO IMHEITHOTO ABYDKEHUA AB/IACTCA «MHUIMALVIA» BO
B3pocioe cocrosinre. CoOCTBEHHO, MIMEHHO TaKO€, IIATEPHATMCTCKOE OTHOIIEHIE YaCTO
(dbakTIYeCcKN TPAHCIUPYETCsl pabOTHMKAMY [Ta/UIMATUBHON ITOMOIIM JeTSIM.

u puMepa pedIeKCHBHOI HappaTVBU3aLMIL COOCTBEHHOTO OIBITA JaHHOE IIPON3BEEHIIE SBIETCS BeCbMa
YMECTHBIM JIJIS Lie/leli HacTOAIIel CTaTbu.

26. CM. Tab/MIly MOHMMAHNA CMEPTH B 3aBUCUMOCTY OT Bo3pacTa: TBalikpocc, YUIKOK, 2020: 359-360,
U MICCTIeOBaHye TabypOBaHHOCTIL TEM CMEPTH, YMUPAHNS U TOpeBaHus y feteit: Paul, 2019.
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OpHako Takoe IpefCcTaBlIeHNe He 0O0CHOBBIBACTCS JaXke B KIACCUYECKUX MOJISTIAX
pa3BuTHsA pebeHka. [loCTaTOYHO BCIOMHUTD BIMATEIbHYIO MOJE/Ib IICUX03MOLIMOHAIb-
HOTO pasBUTHA NcuxoaHanutuka [lsunena H. CrepHa, koTopas mpepmnonaraet, 4To ¢Gop-
MIUPYIOIECs] B pasHble IePHObl OHTOreHe3a (0T POXK/IEHNU [0 15-18 MecALeB) caMo-
CTHU He 3aMEHSIOT OJHA APYIYIO, a COCYIIECTBYIOT Ha MIPOTSDKEHUY M B3POC/ION KU3HU
genoseka (CrepH, 2006). bornee Toro, CrepH MoguepKuBa, YTO NHTEPCYObeKTUBHAS
peanbHOCTh pebeHKa C CaMOT0 MOMEHTa POXK/IEHN Yo>Ke HaChIlleHa OOraThIM CIIEKTPOM
IoBepOaIbHBIX 3HAYEHMIL, Iie apPeKTUBHOE U KOTHUTUBHOE HEOTACTIMMBI IPYT OT APY-
ra 1 He HY>KHAIOTCA B MeIMaLuy IIOCPEICTBOM sI3bIKa. HOBOpOXX/IeHHBII yKe 00/maziaeT
IIepBOHAYA/IbHOI CAMOCTBIO KaK CyO'beKTMBHBIM IePEeKIBAHIEM, KOTOPOMY IIPeICTOUT
CTaTh MHTEPCYOBEKTMBHOI JAHHOCTBIO B X0fle 00ydyeHMs BepOanbHO KOMMYHUKALIN
U pedIeKCUBHOMY OTHENIEHNIO cebs1 OT Apyrux. [Ipyrumm coBaMy, «3penasi» CaMoCThb
KOHCTUTYUPYETCA [JOpedIeKCHBHBIMY HeBepOaIbHBIMU CAMOCTSIMU, KOTOPbIE OCHO-
BaHbI HA CEHCOMOTOPHBIX PEeaKIVAX ¥ SMOLMOHATbHO-a)HeKTUBHOI COMATIYeCKO
perymanymn. [Tpu «HOpMaIbHOM» PasBUTUI OHM JOIOMHSIOTCS BepOanIbHOl CaMOCTBIO,
II03BOJISIIONIENT OCMBIC/IATD Ce0s1 U IPYIMX B IMHTBUCTUYECKVX KaTETOPUSIX.

[TannyaTuBHAsA IOMOLID IeTsAM 6pocaeT BBI3OB 9TOM U APYTUM MOJEILAM PasBUTUA,
IIOCKO/IPKY IIOMeIIIaeT B LIeHTP BHUMaHMsA peOeHKa, B CUIY CBOETO [{YIarHo3a IOopoil He
CIIOCOOHOTO apTUKYIMPOBATH CBOI TMYHOCTHBIN CMBICI. K TOMY e, TOCKOIbKY TaKoii
pebeHOK Bcerza y>ke BKIIOYeH B COCTaB AMajibl, MBI HE MOXKeM OIPEeNe/IUTh, «4el» OIIBIT
aHA/IM3UPOBATb — COBMECTHBIII OIIBIT peOeHKa U PORUTEILA, peOeHKa 110 OT/eIbHOCTI
VIV CIIPOELVIPOBAaHHbIE B3POC/IBIM IIpefiCTaBIeHNs 00 ombITe pebeHKa. Benb >KusHb
pebeHKa C TsXKeNmbIM 3a60/IeBaHIeM 4acToO He JOCTUraeT GOPMIPOBAHNUA BepOaIbHOI
CaMOCTH, KOTOpasi II03BO/IMIA OBl eMy TOBOPUTD O cebe, pediekcrpoBaTh. MOXXHO Ipy-
O/IM3NUTENIBHO PEKOHCTPYUPOBaTh TpaHchopMaLuu «obpasa cebs» y HMalMeHTa, Kak
3TO MOIbITA/NACH C/leaTh Bo6oHy-J/laHrHep, KOT/ja BbIAE/AIA CTaiu, IePeXOsAlie
OT 1) BUeHMA cebs KaK TAXKeNM0O0IbHOTO K 2) BUAEHUIO cebs KaK TOro, KOMY CTaHeT
JTydllle, Yepes 3) BufieHue ce0s1 KakK Bcerga 60/melolero, Ho MAYIIEro Ha IONpPaBKy B Oy-
IyLIeM, K 4) BUJECHUIO ceOs KaK HEeM3MEHHO OOJIBHOTO 6e3 BO3SMO>KHOCTH Y/Iy4LIeHNS
COCTOSIHUS, HAKOHeLl, K 5) BUIEHNIO cebs Kak yMuparomiero. TakoMy pasBuBaioLieMycs
JKVISHEHHOMY MUPY NPUCYILY OLpefeNeHHbIe «TOTeMbI» U «Taby»: K IPUMepY, ZeTIM
C OHKOJIOTMYeCKMMI 3a00/IeBaHISIMY B HEM3/ICUVMON CTa/JUI CBOVICTBEHHO OTCYTCTBHE
UHTepeca K TPaJULMIOHHON aTpuOyTUKe NeTCTBA, 32 UCKII0YCHUEM MHOXAIINXCS 006-
pa3oB 607e3HM 1 cMepTH. [JeTH 3aKaIbIBAIOT UTPYLIKM B Ma/IeHbKIEe «MOT/IBI» I OTKa-
3BIBAIOTCSA UTPATh B UTPYLIKM YMEPIINX JeTell, JeMOHCTPUPYA Taby Ha MX BEIy U Jjaxe
umMeHa (Bluebond-Langner, 1989: 8).

Bo Bcex IONBITKaX OCMBIC/ICHNSI YHUKAIbHOCTH, CAMOOBITHOCTH OIIBITAa MHKYpabeb-
HOTO pebeHKa IOAYePKIBACTCS, YTO YaCTO IPOUCXOAUT VMIUIMIYTHAS IOAMEHA OIbI-
Ta MAIMEeHTa YeM-TO YY>KIbIM — KapTUHOI MMpPa 30POBOT0, <HOPMAJIbHOTO» peOeHKa
(1eit 06pas BMeHsIeTCsI KYIBTYPOII JaxKe 300POBbIM c1ubmHram manyenra (Bluebond-
Langner, 1991: 133)), nn ga)ke KapTUHOI M1pa pebeHKa «BooOIe», Kak ee cebe mpef-
CTaB/IseT B3POC/IbIiL. B m060M ciydae, Takasi KapTUHA IOMTHOCTBIO 3aMelllaeT TO, YTO
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OH IIePeXMBAET B Ie/ICTBUTENBHOCTH: MBI, B3POC/Ible, COLMANTBHO CKOHCTPYNPOBA/IN
ZeTelt, BO MHOTOM B HalIX COOCTBEHHBIX nHTepecax» (Goode, 1994: 169). [TomerieHHbIe
B MHCTUTYLMM GOIBbHUIBI/XOCINICA Y CEMbY, HAXOANVEC MIOJ IIOCTOSHHBIM Haj30-
POM popuTerneli U Bpadell, JeTH, 4bsi pO/Ib HU3BOANUTCS /IO BTOPOIIAHOBOIL, YaCTUYHOIA,
UCIIO/IHAEMOJI «IIOHAPOLIKY» U He BBIAIOILIEll B MallMEHTaX CIIOCOOHBIX K aBTOHOM-
HOMY [IeICTBUIO CYOBEKTOB, IIPeTePIeBAIOT MAPTMHAMM3ALMIO U VCKIIOYEHe U3 UH-
TepcyOBeKTUBHOrO Mopsiaka. KiemeHTe mopuepkmBaeT: OTpaHMIMBas yIacTie feTeil
B IIPMHATUMN PeLleHNII O XOfe JIeYeHNsI, BPaull I PORUTENN PUCKYIOT HAMMYPAnU308amb
HepCIeKTVBY pe6eHKa KaK BBIPXXAIOIIYIO IO3ULIUI0 «KHE3PE/IOr0», «HEIIOJTHOLICHHOT0»
4eI0BEYeCKOro cyiecTBa. Kak 6yATo ety «M3Ha4Ya/IbHO» HE COOTBETCTBYIOT HEKOEMY
KOMMYHMKATUBHOMY MAEATY, U MM ellle IIPEACTOUT «BBIPACTI» ¥ CTaTh «B3POCIBIMIL»,
IIOJIHOLIEHHBIMY CYObeKTaMyt KOMMYHUKALIMY U JeICTBUSA — B YeM, COOCTBEHHO, OT-
Ka3aHO JIeTsM C TsDKeIbIMM 3a0071eBaHysIMI. VIMEHHO ¢ 3TMM CBsi3aHa CKJIOHHOCTD 00e-
CLIEHVBATbh CYO'beKTUBHOCTb OOTIBHOTO pebeHKa, IOfYMHSAS ee JIOTMKe MIMMaHEeHTHOTO
TedeHns 3a00/meBaHIs.

MOXHO YTBep>KAAaTh, YTO TAKOJ >KeCT HUBEIMPOBAHN IIEPCIIeKTUBBI HaljieHTa BOC-
XOJJUT K IIPECTABIEHNIO O KOTHUTUBHOI IeSITEIBHOCT KaK O TOM, K 4eMy OKa3bIBaOT-
Cs1 CIOCOOHBI INIIb B3POC/ble CyOBeKThl. Pe6eHOK Kak Obl 110 YMOTYaHUIO He IIPOXOLUT
«TeCT» Ha B3POCTIOCTD, a C/IEAOBATE/IbBHO — CIIOCOOHOCTD CAMOCTOSITENBHO, A8HOHOMHO
IeliCTBOBATb, MBICTIATD U IPVHUMATH pelieHns. «[la/IMaTuBHBII» CTaTyC BHOCUT JO-
HO/THUTE/IbHBIE TPYAHOCTHU B 9TY KY/IBTYPHO YIPEKAEHHYI0 HECAMOCTOSTETIBHOCTD pe-
6enka. OH CTAHOBUTCSA IIOYTH 0OBEKTOM, yTPauMBas 4epPThl YJIOBEUECKOTO CYOBEeKTa.
VIcX0mOB TAKOTO «TeCTa» MOXKET ObITh BCErO [Ba: MM Thl aBTOHOMHBII CYOBEKT Heli-
CTBU, T. €. B3POCIIBLI 3[J0POBDIIT YeJIOBEK, MIU Tl He CYO'beKT, @ 3HAYNT, IMIICH IIpaBa
Ha camooIipesesieHue. JleryMaHu3anmsi OTHOLIEHNS K peOeHKY MOXKET UMeTh Pas/IiIHbIe
(opMBI: OT MaTepHAINCTCKOM 0ObeKTUBALIMM [TAlIMEeHTa KaK 0€3y4acTHOTO pelyIIMeHTa
HOMOLIY 0 OYATO ObI Cyry60 HOOpPOKeNnaTeIbHOTO YIO[OOIeHNSI «HEeBUHHBIX» [eTell
aHrenaM U IPYTUM pelpe3eHTaLNsIM «IIePBO3JAHHOI YMCTOTI» U «0e3rpenHoCTm» 2.

HernonnmaHne MOTUBMPYET B3POC/IBIX YYACTHUKOB TPUAbl UMIUIMIINTHO KOHCTPY-
MpoBaTh 06pa3 pebeHKa KaK M3HAYAIBHO TMIIEHHOTO OTBETCTBEHHOCTH, HETIOTHOLIEH-
HOTO y4YaCTHMKa KOMMYHMKauuu. IIpenmonaraercs, 4To Ipy YBEMUIEHUN COYIACTIS
PacTeT ¥ OTBETCTBEHHOCTD, a IOCKOIbKY AETU OTBETCTBEHHOCTH HECT He MOTYT (Befb
OHU He aBTOHOMHBI€ [TO/THOLIEHHbIE CYO'BEKTHI), TO U B COYYaCTIUM UM CTIefiyeT OTKa3aTb.
AcvmMeTpus ipaB 1 06513aHHOCTET BHYTPY OOIBHIYHOI/XOCIIMCHON Cpefbl BO3HMKA-
eT KakK 3¢ PeKT COBMECTHOTO KOHCTPYMPOBAHNS POJIEIt «ITallieHTa-peOeHKa» I «Bpadar,

27. Ilocnenee 04eHb HAIIALHO IPECTaBIEHO B BU3yalTbHOM MaTepuae, JarolleM pelpe3eHTalo OT-
HOIIEHMsI MaTeper K CBOYIM HeMs/IednMo OONbHBIM AeTsAM. Hanpumep, B «caMofiesTe/IbHBIX» BIAEOPOIIKAX
Ha YouTube npeonorns «HeBUHHOCTI» OYATO 3aIyLIaeT CAaMOCTOATENIbHBII TOJIOC KaK MallleHTa-peOeHKa,
TaK u ero popureneil. HabmogaeTcsa cunbHas TeHAEHLNA 110 YIOROOIEHNIO peOeHKa aHTely, 4bsA Oesrpel-
Hasl JyLIa IOKVHY/Ia HeCIIPAaBeIMBBIIT MUP, OCTABUB Ge3yTelnHbIX poguterneil. He MeHee mpo6meMaTaHBIM
OCTaeTCs OTHOLIEHNE Bpadell ¥ pOJUTeEIell K IPOABIEHIAM CEKCYaIbHOCTH U IIPOOYKAIOLIETOCs 9pOTHde-
CKOTO MHTepeca y IalVIeHTOB IIy6epTaTHOTO IePUOfa, B 0COOEHHOCTI — Y HeBepOaIbHBIX ¥ KOTHUTUBHO
HECOXPaHHBIX ITALIEHTOB.
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KOTOpOe IPOUCXOANT IIPY UX B3aMMOJEIICTBIUM, Ha 4TO yKasbiBaeT Kiemenre (Clemente,
2015: 14). VIHTepecHO TO, 4TO 3[)eCh «Bpada» U «MAIMeHTa», B3SATBIX IO OTAEIBHOCTH, He
CYLIeCTBYEeT: OHJM BO3HMKAIOT B JUHAMUYECKOM B3aUMOJENCTBUN, pacIpe/eNalleM
ponu u PyHKLUYU B KOHTEKCTe GOTbHUYHOI/XOCIUCHOI cpefbl. IIpoucXoauT cBoero
pofia IBOIIHAsI MHTEPIIe/UIALNA B CMBIC/IE COLVIAIbBHO-KPUTUYECKOI TeOPUN: CYObeKT
CMaHo6umcs pebeHKOM, IIoIafjasi B MaTepyaIbHO-AVICKYPCUBHDIE CETH, ONIpefie/AoLie
ero Kak «pe6eHKa» — MaJIeHbKOTo, He3penoro, HepasyMHOro. OfHOBpEeMEHHO C STUM
OH OIIpEJIeNIAETCA U KaK «IIalleHT», B IIAT€PHA/IMCTCKOM K/II0Y€ OTPaHMYEHHON aBTO-
HOMMU U IIpaBa 3HaTb O CBOeM OynyleM — KaK IaCCUBHBII IOTy4aTe/Ib MeAUIITHCKOM
HOMOLIM, 00BEKT MEAUIVHCKYX IPOLeRYp ¥ MaHUITY/IALNI, 3a4aCTYI0 BereTaTUBHbII,
a IoToMy OYZITO GBI IO OIPe/Ie/IeHNIO HElOCTATOYHO «Ye/IOBEYHbII».

3aknoyeHune

YeM ke ABNIACTCSA )KU3HD «IIaJUIMATUBHOTO pebeHKa»? JlaHHasA CTaThbA He HAMepeHa JjaTh
OTBET Ha 9TOT BOIIPOC, Belb IPeICTAB/ISIeTCA 3aTPYAHUTE/IbHBIM YHUBEPCATU3UPOBATD
CTOJIb Pa3HBIil OIIBIT JieTell C pa3HBIMIU AMArHO3aMy. MBI He MOXXeM JCIIOIb30BaTh O HI
¥ Te YKe KaTeTOPUM I XapaKTepUCTUKY ALMeHTOB C TeHeTYeCKUMM 3a00/IeBaHNAMN,
ruppouedanielt, CMHaIbHOI MBIIIeYHOI aTpoduert nin apyrumu 6omesusmu. Code-
TaHMUe [[YarHo3a, 00pasa )KM3HU U COLVIATbHOTO OKPY>KEeHsI IaeT pasHble OHTOTEHETH-
JecKMe TPaeKTOPUY, KaXKfIas M3 KOTOPBIX IOMEIeHa B CBOJ )KU3HEHHBII MUP ¥ CBOIO
CMBICJIOBYIO PeaIbHOCTb.

Takas >xn3Hb rereporenna. Eif mpucyie MMMaHeHTHOE HECOOTBETCTBYIE HOPMATVB-
HBIM IIPefCTaBICHISIM O KI3HM KaK OeCIIpeIsITCTBEHHOM Pa3BUTIUY MHAMBY/A B 671aro-
IPUATHOM Cpefie, Pe3y/IbTaToOM KOTOPOTO SAB/IACTCS CO3PEBaHIe PAljIOHaTbHOIO, aBTO-
HOMHOTO cyObeKTa. VIHaKOBOCTb TaKOro pebeHKa CBsA3aHa C TedeHueM 3a00jIeBaHu,
HO JIMIIb OTYACT: OCHOBHON BKJ/Iafi B KOHCTUTYMPOBaH)e HAKOBOCTH JiellaeT MUKPO-
colmanpHas Cpefia: TpUajia «pedeHOK—PORUTEIb—Bpad», MepapXudecKas OpraHusanms
OOJIBHMIIBL WIM XOCINUCA, M30MpaeMble YIaCTHUKAMU KOMMYHUKATUBHBIE CTPATErny,
a Taxoke Mu¢ 0 «<HeBMHHOCTI» pebeHKa. Hallle oTHOIIeHMe K MALMeHTY Ha/UIMaTUBHO
IIOMOIIIM OCHOBBIBAETCA Ha HEOCO3HaBaeMbIX JJIe0/IoTeMaX, CTEPEOTUIIaX M LITaMIax
0 TOM, KTO TaKoJ1 pe6eHOK, 4TO TaKoe AETCTBO, YTO 3HAUUT OBITh HEM3TeUNMO OONTbHBIM
U KaK B3POCIIBIl JO/DKEH o0maTbes ¢ pebeHKoM. ObeclieHnBaHNe MaTepUaJlbHOCTH
Tejla, HeTpaHCIMpyeMocTb 60 [Ipyroro?8, ero crpajanuii, HeusbexxHble Ipyu IpuMe-
HeHuM OM03TUYeCKUX HOPMATUBOB, JJOIIOTHAIOTCA IPE/ICTaBJIeHNEeM O JeTCTBe, KOTO-
poro ¢akTIyecKy IIIeHbl MHOTHE JeTH. B ocBellleHNy Na/uIMaTMBHON IOMOLIM JeTsIM
B poccuiickux CMI pacripocTpaHeHbl CTepeOTHUIIHbIE IPeACTaBIeHN O HeTAX KaK 00
«aHTeJax», TMIIEHHbIX Te/Ia, CBOOOHBIX OT CEKCYa/IbHbIX B/IEYEHNI B IyOepTaTHBIII ITe-
pMOJ, JYICLUMIUIMHUPOBAHHBIX U MOC/TYLIHBIX. B caMoM fere, XWU3Hb 3[eCh IIPefiCTaeT
He KaK KpeaTUBHBIII IIPOLeCC pasBUTHUA M CAMOIIO3HAHMS, a CKOpee, KaK JBOJICTBEHHOE

28. O MaTepaIbHOCTI GOJIeBBIX OLYILeHWIT TI0fell C MHBAIMAHOCTBIO KaK PeCcypce KPUTUKM «COLUab-
HOTO KOHCTPYKTHBM3Ma» CM.: Siebers, 2001.
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(dbopMupoBaHUe «KHEHOPMAIIbHOIO» I «He CIIOCOOHOTO CTaTh HOPMa/JIbHBIM» UHJVIBIUIA,
TpeOyIoIIero He MIIATIN, a TATEPHAINCTCKON OIEKH, CHUCXONUTENBHOCTI B KOMMYHH-
KaIlyu M XKaJIOCTH IPY OKa3aHMM YXOZHA U OXKUTAHUN CMEPTHL.

Joxcorpadus MegUIMHCKOTO COOOIIeCTBa, ero IPEeCyIIIO3SULIMIL Y Ie0NoreM IOKa-
3BIBAET, YTO JyIsI KPUTNYIECKOI OLIeHKM ¥ aHa/IM3a MMa//IMaTIBHOI HOMOIIM JeTsM (Kak
U BCeJl MEULVHBI B 11€7IOM) TPe6yeTCs He IMuUeckds TO3UIVISL, BRIPKAIOLIAs 1 3AIf/-
IIAIOIIIasl MOHOIIONBHOE IIPABO MEVKOB OLIEHNBATh IIPAaBOMEPHOCTD CBOETO OTHOLIEHNS
K CyOBEeKTMBHOCTH TALVIEHTA, @ ItuUeckas — MpOlLle TOBOPS, B3IV U36He MEIMUIIVH-
CKOro coobuectBa. Takoil B3I/IAL IPU 3TOM COBCEM He 0053aTe/IbHO JO/DKEH peTpaH-
CVPOBATH HO3ULNIO COL[MATBHOTO KOHCTPYKTUBU3MA, BPXXLeOHO HACTPOEHHOTO IPO-
TUB 6MOMEIMIMHBL U TTAPAAUTMBI JOKa3aTeNbHOCTH. HanpoTus, peasrbHOCTh 60MIeBbIX
OLIYILIEHMIT U leTyMaHMU3al Uy JeTCKOTO Te/la MOXKeT OBITh IPOAYKTUBHO OCMBIC/ICHA,
a I7IaBHOE — IIPAaKTMYECK MCII0/Ib30BaHA MIMEHHO B pyciie peHOMEHOIOTrMYeCKOro IO
xoza.

ITuM, BO-IIEPBBIX, MO)KHO 000TaTUTh U TPaHCHOPMIPOBATH MHCTPYMeHTapuit de-
HOMEHOJIOIMIU B Pe3y/IbTaTe ee IPUMEHEHN K KOHTEKCTY OOIbHIUYHOI/XOCIIVICHOM K13~
HJI C ee yCTAaHOBKAMIU K TeJy, JeTCTBY, O0/IE3HN U CMEPTH, KOMMYHMKALIUY Vi BPEMEHI.
Bo-BTOpBIX, heHOMEHOMTOTH, € €€ AKLEHTOM Ha IIPOKIIBAEMOM OIIbITE KaK KOHCTUTYEH-
Te U B TO )Ke BpeMs 9 dexTe MHTePCYObeKTUBHBIX IPAKTHUK, CIIOCOOHA BCKPBITD TO, YTO
OKa3bIBAETCs 110 TY CTOPOHY BO3MOXKHOCTY OCMBICTICHIS COLMaNIbHbIX Hayk. He 6ynyun
YaCTbhIO COLMATBbHO-HAYYHOTO 3HAHVSI, OMOITHKA TPV STOM IPELINT TeM >Ke: OHA OXKIJIa-
eT OT JieTell COOTBETCTBIUS aOCTPAKTHOMY IIPECTABIEHINI0 06 aBTOHOMUM, UTHOPUPYS,
YTO [/ JOCTVDKEHVSI «B3POCTIOCTI» TPeOYeTCsI MPOIITH ONpefeieHHblil TyTh. OHa ma-
TEPHAIVICTCKY COOTHOCUT CTaTUYHBII 00pa3 aBTOHOMMY C AMHAMUYECKOI, «HeIIOCTyIL-
HOI» MeiCTBUTETbHOCTBIO IeTCTBA.

Coyuactue feteil B 1060M 13 aCHEKTOB XKM3HU [JOMKHO OBITH II€PEOCMBICTIEHO
B CBeTe KOHCTPYMPOBAHMS HETCTBA — IIPEACTABIEHNIT B3POCIBIX O TOM, YTO pebeHOK
3HaeT (M MOXKET 3HATbh) O MMUpe, YTO OH YYBCTBYET, HOHMMAET M KaKYI0 OTBETCTBEH-
HOCTh CII0OCOO€eH HecTy. 3HaHMe pebeHKa 0 Mype MMeeT MaTUYeCKuil Xxapakrep, a 60-
JIe3Hb HETIONIPAaBIMO BULOM3MEHsIET XapaKTep 9TOTO M3MePeHsI BOIUIOIEHHOTO OBITISI
B Mupe. Oco3HaHye daKTa «HENPU3HAHHOCTY» XM3HEHHOIO MMpa «Ia//IMaTVBHOTO
pebeHKa» JOIONMHAeT (PeHOMEHOMOTNYECKYI0 PedIEKCHI0 O TOM, KAKOBO 9TO — OBITH
pebeHkoM, 0bmaarIuM 60IbHBIM TeIOM, He [TO3BOISIOLIMM BK/II0YAThCs B IPUBbIY-
HbIE 3][JOPOBOMY CyO'BEKTY IIPAKTUKY, TPeOYOLM 00007 MHPPACTPYKTYPbI WK IPU-
OMVDKAOIIMMCS K HEM30€XKHO CMEPTHL.

MeyieHHbBIE TEMIIBI PAa3BUTMs HA/UTMATUBHON moMoiuy B Poccuu, mo Bceit Buju-
MOCTH, CBSI3aHBI C T€M, YTO HAIVOHA/IbHAsI MEJUIMHCKAsl KyIbTypa 3eCh IPUBBIK/IA
MIMETb [IeJI0 JINIIb C OOTIe3HAMMY, TOATAIINMICS edernio. OpreHTaIs Ha BbDKIUBA-
eMOCTb 1I00071 IIeHO, BhIpaXkaeMasi B MMITepaTyBe «T00aBUTh HHE >KU3HI», BBIBOLUT
COIIPOBOXK/ICHME HEM3IeIMMOro 3a00/IeBaHNUA U YMMUPAHNUs Ha Nepudepuio MUPOBO3-
3PEHYEeCKOI, MHCTUTYLMOHAIbHON U (DMHAHCOBOII OpraHM3allH 3paBooXpaHeHus. Be-
POATHO, Ufies «IOCTONHOTO yXOfia» MJeT Bpaspes ¢ MeTapopudecKoil reponKoit 60pbObI
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¢ 60/1e3HbI0, OYKBaJIbHO — CXBAaTKM C HEll He Ha XW3Hb, a Ha cMepTb. IloBceMecTHOE
[POHMKHOBEHIE JUICKYPCa BI3OPOBIEHSI KaK ObI 00€CIieHMBAET OIIbIT HEN3/TEUNMOTO
3a00/eBaHsI, PAaclieHMBaeMbll KaK HepeleBaHTHBII e/AM U 3afadaM «0QuIManibHO-
ro» 3[paBOOXPAHEHIs], V1 COIPSDKEHHBII ¢ AUCKypcoM besHapexxHocTy. Kak ciencrsue,
dakTiyeckas peannsanys COLMAIbHON MOTUTUKA B 00/IaCTY MTA/INATUBHON MeRMIN-
HbI B Poccnu penpeseHTHpyeT [IpefcTaBIeH s O 3f0POBbe U OOMe3HI, TeTe, CYO'BEKTUB-
HOCTH ¥ OIIBITE, KOTOPbIE MOYKHO «BBIUUTATb» U3 IPAKTUK 6HYMPU NHCTUTYLMOHATIb-
HBIX MUPOB OT€YeCTBEHHOI MeIUIINHBI.

YcrenrHoe IpeofioeHye T B3pOC/IeHNsA peOeHKY, IoydarolieMy Ha/UIMaTiB-
HYIO [IOMOIIb, He TaPAHTUPOBAHO, ¥ II09TOMY ee 3afjada — He «J0OaBUTD THEI KU3HI»,
a «Bo0aBUTD XU3HM THAM». DeHOMEHOIOTHS, CIOCOOHAS K 9K3UCTEHIIMATbHO-TIPAKTH-
JeCKOMY OCMBIC/ICHUIO «IIa/UIMATUBHON XIU3HM», IMeeT JOCTYII K IIaTUYeCKOMY OIIBITY,
[0 pasnnuns cyObeKTa M 00beKTa, M 10 ITOI MPUYNHE MOXKET IPOHUKHYTh BO BHY-
TPEHHIOIO Cpefly TPMUaZbl «peOEHOK — POAMTEIb — Bpad», WM, ellle «ITybxe», B Aua-
IMYeCKIIA, eperIeTeHHBII OIBIT pebeHKa 11 POJuTesi — OT POpManN30BaHHOTO pe-
[JIAMEHTa K MHTEHCUBHOMY OIIBITY COBMECTHOTO CMbIC/IOIIO/IATaHMS.

Jlutepatypa

Boppen-Kappuo ©., Incmaiin P. M., Caumen JI. (2006). broncuxoconyanbHas MOAeNb
25 net cuycrs. URL: https://strana-oz.ru/2006/2/biopsihosocialnaya-model-25-let-
spustya (#aTa JOCTYIIa: 10.04.2021).

Tanvezo P. [I. I (2018). Bemmoe Ha yeprom. CII6.: JInmbyc Ipecc.

Iyccepnv 3. (2011). Jormueckne uccnenosanus. T. II. Yacts 1: ViccnegoBanus o ¢eHo-
MeHonoruu u teopuu nosHanus / Ilep. c vem. B. VI. Monmyanosa. M.: Akagemuye-
CKUIL IIPOEKT.

Hépnep K. (2006). Xopommnit Bpad: yueOHMK OCHOBHOII mo3uiuu Bpava / Ilep. ¢ Hem.
W. 4. Canoxxauxosoit mpu ydactun 3. JI. I'ymanckoro. M.: AneTeiis.

Muuwes V. H. (2010). CubHBIE CTOPOHBI CTaboro TpaHcueHpeHTanusma // MHu-
wes V. H., HJumuyosa T. B. (pen.). Ilpaktusanus ¢umocodun: coBpemeHHbIE TEHIEH-
v 1 crpateruu. Bunbhioc: EBporneiickuii rymaHuTapHblit yHuBepcurer. C. 165-178.

Knetinman A. (2016). TIoHSATHUS 1 MOJeNb /Il CPAaBHEHMS MEAMIIMHCKUX CUCTEM KaK
KynbTypHbIX cucteM / Ilep. c anrn. A. C. Kypnenkosoii // Conyuonorus snactu. T. 28.
Ne. 1. C. 208-232.

Kypnenxosa A. C. (2013). Buoatuka u autpononorus // dtHorpapudeckoe 0603peHue.
Ne 1. C. 89-103.

Jlexyuep B. JI. (2018). Bone3Hb: OIbIT, HAPPATUB, HafieXKAa. MH.: JIOTBMHOB.

Manvoune A. (2014). O cBepxcrpactroctu / Ilep. ¢ ¢pp. C. A. lllonoxoBoii moj pex.
A. B. fImnonbckoit // llonoxosa C. A., Amnonvckas A. B. (pen.). (Iloct)benomenoro-
rust: HoBast peHomeHosorus Bo Opanunn u 3a ee npemenamu. M.: AKajjeMuvecKuit
npoekT, [aymeamyc. C. 151-203.


https://strana-oz.ru/2006/2/biopsihosocialnaya-model-25-let-spustya
https://strana-oz.ru/2006/2/biopsihosocialnaya-model-25-let-spustya

RUSSIAN SOCIOLOGICAL REVIEW. 2021. Vol. 20. No.3 209

Mepno-Tlonmu M. (1999). @enomenonorust Bocupusitus / Ilep. ¢ dp. [J. Kanyruna,
JI. Kopsaruna, A. Mapkosa, A. llecrakosa nog pex. V. Boosunoit n C. ®okuHa.
CII6.: IOBenTa, Hayxka.

Cmepn []. H. (2006). MexIMYHOCTHBI MUpP peGeHKa: B3IJIA[, C TOUKYU 3PEHMsI ICUXO-
a”anm3sa u ncuxonoruy passurus / Ilep. ¢ anrn. O. A. Jlexxunoit. CII6.: Bocrouno-
Esponeiickuit iucturyT Ilcuxoananusa.

Tsatixpocc P, Yunxok 3. (2020). OCHOBBI Ia/UIMATUBHOI oMoy, M.: BrarorBopurens-
HbI1 poHJ oMo XxocmycaM «Bepar.

Xaprus npas ymuparomiero pe6enka (Tpuecrckas xapns) (2016). M.: brarorBopures-
HBII POHJ Pa3BUTNUA N/UIMATUBHOI IIOMOLIY «J]eTCKMII ITa/INaThuB».

Becker G. (2004). Phenomenology of Health and Illness // Ember C. R., Ember M. (eds.).
Encyclopedia of Medical Anthropology: Health and Illness in the World’s Cultures.
Vol. I: Topics. Vol. II: Cultures. N.Y.: Kluwer Academic/Plenum Publishers. P.125-136.

Bélanger E., Rodriguez C., Groleau D., Légaré F.,, Macdonald M.E., Marchand R. (2016).
Patient Participation in Palliative Care Decisions: An Ethnographic Discourse Analy-
sis // International Journal of Qualitative Studies on Health and Well-Being. Vol. 11.
Ne 1. P. 324-338.

Benner P. (ed.). (1994). Interpretive Phenomenology: Embodiment, Caring, and Ethics in
Health and Illness. L.: Sage Publications.

Bingley A., Thomas C., Brown J., Reeve J., Payne S. (2008). Developing Narrative Research
in Supportive and Palliative Care: The Focus on Illness Narratives // Palliative Medi-
cine. Vol. 22. Ne 5. P. 653-658.

Bluebond-Langner M. (1989). Worlds of Dying Children and Their Well Siblings // Death
Studies. Vol. 13. Ne 1. P. 1-16.

Bluebond-Langner M. (1991). Living with Cystic Fibrosis: The Well Sibling’s Perspective //
Medical Anthropology Quarterly. Vol. 5. Ne 2. P. 133-152.

Clemente I. (2015). Uncertain Futures: Communication and Culture in Childhood Can-
cer Treatment. Chichester: John Wiley & Sons.

Cohen M. Z., Kahn D. L., Steeves R. H. (2000). Hermeneutic Phenomenological Research:
A Practical Guide for Nurse Researchers. L.: Sage Publications.

Corner J. (1996). Is There a Research Paradigm for Palliative Care? // Palliative Medicine.
Vol. 10. Ne 3. P. 201-208.

De Jaegher H., Di Paolo E. (2007). Participatory Sense-Making // Phenomenology and
the Cognitive Sciences. Vol. 6. Ne 4. P. 485-507.

Del Vecchio Good M.-]., Munakata T., Kobayashi Y., Mattingly C., Good B. J. (1994). On-
cology and Narrative Time // Social Science & Medicine. Vol. 38. N 6. P. 855-862.
Depraz N. (2008). The Rainbow of Emotions: At the Crossroads of Neurobiology and

Phenomenology // Continental Philosophy Review. Vol. 41. P. 237-259.

Erichsen E., Danielsson E.H., Friedrichsen M. (2010). A Phenomenological Study of
Nurses’ Understanding of Honesty in Palliative Care // Nursing Ethics. Vol. 17. Ne 1.
P. 39-50.



210 COLNOJIOINMYECROE OBO3PEHUE. 2021. T.20. Ne3

Fochtman D. (2008). Phenomenology in Pediatric Cancer Nursing Research // Journal of
Pediatric Oncology Nursing. Vol. 25. Ne 4. P. 185-192.

Frank A. W. (1997). The Wounded Storyteller: Body, Illness, and Ethics. Chicago: Univer-
sity of Chicago Press.

Fuchs T., De Jaegher H. (2009). Enactive Intersubjectivity: Participatory Sense-Making
and Mutual Incorporation // Phenomenology and the Cognitive Sciences. Vol. 8. Ne 4.
P. 465-486.

Gallagher S. (2013). The Socially Extended Mind // Cognitive Systems Research. Vol. 2.
P 4-12.

Goode D. (1994). A World Without Words: The Social Construction of Children Born
Deaf and Blind. Philadelphia: Temple University Press.

Hyde B. (2018). Pathic Knowing, Lived Sensibility and Phenomenological Reflections on
Children’s Spirituality // International Journal of Children’s Spirituality. Vol. 23. Ne 4.
P. 346-357.

Jonas H. (2001). Phenomenon of Life: Toward a Philosophical Biology. Evanston: North-
western University Press.

Malabou C. (2009). Ontology of the Accident: An Essay on Destructive Plasticity. Mal-
den: Polity Press.

Mallia P. (2013). The Nature of the Doctor-Patient Relationship: Health Care Principles
Through the Phenomenology of Relationships with Patients. Dordrecht: Springer.
Maturana H. R., Verden-Zoller G. (2008). The Origin of Humanness in the Biology of

Love. Exeter: Imprint Academic, 2008.

Murakami Y. (2020). Phenomenological Analysis of a Japanese Professional Caregiver
Specialized in Patients with Amyotrophic Lateral Sclerosis // Neuroethics. Vol. 13.
P 181-191.

O’Connor M., Payne S. (2006). Discourse Analysis: Examining the Potential for Research
in Palliative Care // Palliative Medicine. Vol. 20. Ne 8. P. 829-834.

Ohlén J., Carlsson G., Jepsen A., Lindberg I, Friberg F. (2016). Enabling Sense-Making for
Patients Receiving Outpatient Palliative Treatment: A Participatory Action Research
Driven Model for Person-Centered Communication // Palliative & Supportive Care.
Vol. 14. Ne 3. P. 212-224.

Parnas L., Zahavi D. (2000). The Link: Philosophy — Psychopathology — Phenomenol-
ogy // Zahavi D. (ed.). Exploring the Self: Philosophical and Psychopathological Per-
spectives on Self-Experience. Amsterdam: John Benjamins. P. 1-16.

Paul S. (2019). Is Death Taboo for Children? Developing Death Ambivalence as a Theo-
retical Framework to Understand Children’s Relationship with Death, Dying and Be-
reavement // Children & Society. Vol. 33. Ne 6. P. 556-571.

Quill T., Norton S., Shah M., Lam Y., Fridd C., Buckley M. (2006). What is Most Impor-
tant for You to Achieve? An Analysis of Patient Responses When Receiving Palliative
Care Consultation // Journal of Palliative Medicine. Vol. 9. Ne 2. P. 382-388.

Sadegh-Zadeh K. (2015). Handbook of Analytic Philosophy of Medicine. Dordrecht:
Springer.



RUSSIAN SOCIOLOGICAL REVIEW. 2021. Vol. 20. No.3 211

Seymour J., Clark D. (1998). Phenomenological Approaches to Palliative Care Research //
Palliative Medicine. Vol. 12. Ne 2. P. 127-131.

Siebers T. (2001). Disability in Theory: From Social Constructionism to the New Realism
of the Body // American Literary History. Vol. 13. Ne 4. P. 737-754.

Thompson E. (2001). Empathy and Consciousness // Journal of Consciousness Studies.
Vol. 8. Ne 5-6. P. 1-32.

Titchkosky T., Michalko R. (2012). The Body as the Problem of Individuality: A Phenom-
enological Disability Studies Approach // Goodley D., Hughes B., Davis L. (eds.). Dis-
ability and Social Theory: New Developments and Directions. L.: Palgrave Macmil-
lan. P. 127-142.

Toombs S. K. (1995). The Lived Experience of Disability // Human Studies. Vol. 18. Ne 1.
P. 9-23.

Tronick E. Z., Bruschweiler-Stern N., Harrison A. M., Lyons-Ruth K., Morgan A. C., Na-
hum J. P, Sander L. Stern D. N. (1998). Dyadically Expanded States of Consciousness
and the Process of Therapeutic Change // Infant Mental Health Journal. Vol. 19. Ne 3.
P. 290-299.

Varela E ]. (2001). Intimate Distances. Fragments for a Phenomenology of Organ Trans-
plantation // Journal of Consciousness Studies. Vol. 8. Ne 5-7. P. 259-271.

Wu Y. (2020). Pain Talk in Hospice Care: A Conversation Analysis // BMC Palliative
Care. Vol. 19. Ne 1. P. 1-8.

Yang M. H., Mcilfatrick S. (2001). Intensive Care Nurses’ Experiences of Caring for Dying
Patients: A Phenomenological Study // International Journal of Palliative Nursing.
Vol. 7. Ne 9. P. 435-441.

Zahavi D. (1996). Husserl’s Intersubjective Transformation of Transcendental Philoso-
phy // Journal of the British Society of Phenomenology. Vol. 27. Ne 3. P. 228-245.

Zahavi D. (2005). Subjectivity and Selthood: Investigating the First-Person Perspective.
Cambridge: The MIT Press.

Zylinska J. (2009). Bioethics in the Age of New Media. Cambridge: The MIT Press.

Life Which Does Not Belong to Itself: The Triad “Child-Parent-
Doctor”and Phenomenology in Pediatric Palliative Care

Maxim D. Miroshnichenko

Candidate of Philosophical Sciences, Senior Lecturer, UNESCO Network Chair in Bioethics and International
Medical Law, International Medical School, Pirogov Russian National Research Medical University

Address: Ostrovitjanova str., 1, Moscow, Russian Federation 117997

E-mail: jaberwokky@gmail.com

This paper conceptualizes the experience of the child in need of palliative care. Incurable diseases
expose the pathic experience of the body as an object of treatment and care. The child’s life is
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subject to regulation in clinical or hospice care institutions that arranges the flow of time, routine
actions, and communication. This leads to the reduction of the patient’s personality, as if woven
into the triad “child-parent-doctor”. Articulation of a cognitively intact child’s self is embedded in
the strategies of silence and half-truths, finding ways of manifestation in games, conflict behavior,
and attempts of separation. The traditional view of doctor-patient communication underlying this
difficulty requires revision since it is based on the abstraction from the embodied intersubjective
interaction in the triad. A child receiving palliative care does not conform to the normative concept
of a rational autonomous patient. This requires ways of conceptualizing the patient’s status as the
owner of the pathic experience which manifests itself through the development of the disease.
Instead of normative and universalist ethics, a phenomenological and medical anthropological
view of “maternalism”is proposed, which points to the socio-cultural ambiguity of the idea of the
“innocence” and “immaturity” of the child. The interaction within the triad is cross-cultural, and,
hence, requires reconsideration of concepts of individuality, autonomy, and communication.

Keywords: bioethics, disability, incurable diseases, maternalism, medical anthropology, pediatric
palliative care, pathic experience, empathy
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