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Oco0eHHOCTH OKa3aHUSI IICUX0JOTMYeCKON MOMOIIM CEMbiM,
BOCHHUTBLIBAIOIINM JIeTeH C Op(l)aHHl)IMI/I 3a00J1eBAHUSIMHU

Features of providing psychological assistance to families raising children
with orphan diseases

Almomauuﬂ. Cmamows nocesiuiera ncuxojaocudecKum I’lp06fl€]1/laﬂ/l ceMed,
esocnumbsledarouiux oemell ¢ Opd)aHHblMu 3a001e6aHUAMU U OCODEHHOCAM UX
ncuxoJjiocuveckozo COI’ZpO60.9fC@€Hu}l. B cmamse ONnUcCAaHbsl np06]l€]l/lbl,
OCNIOJCHAWUE NneEPENCUBAHUE KpUusuca cemvell u omjaudarowue cumyayuro om
NnOCMAaHROBKU paAcCnpoCcmpaHeHHblX dua3Ho306, a makotce cneuugbum pa60mbl HA
Kaxcoom samane adanmayuu cemovu K 00J1e3HU pebeHKa.

Knwueswvie cnosa: opghannvie 3abonesanus y oemetl, cemetHbvlll KPUIUC,
NaaIAUAmueHbulU cmamyc

Annotation. The article is devoted to the psychological problems of families
raising children with orphan diseases and the peculiarities of their psychological
support. The article describes the problems that complicate the family's experience
of the crisis and distinguish the situation from making common diagnoses, as well
as the specifics of work at each stage of the family's adaptation to the child's illness.
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Penkue, umu opdannbie, 3a0oneBaHus — 3TO 3a00J€BaHUS, KOTOPHIC
BCTPEYAIOTCA Yy HEOOJbIIOW 4YacTH HACENEHHUs, XapaKTepU3YIOTCs paHHEH
MaHHu(pecTanue, Manol H3y4eHHOCTBhIO, CIOXKHOCTbIO TUArHOCTUKU U JICYEHUS.
CTouT OTMETUTBH, YTO 3200JIEBAHUE YACTO COMPOBOKAACTCS XPOHUUECKUM OOJIEBBIM
cuaapomMoM (y 1 mamuenTa u3 5), ciyKaT NPUUYUHON CMEPTHOCTH (B MEPBBIA roj
xu3Hu B 35% cmywaeB, B Bo3pacte or 1 mo 15 mer B 25% ciyuaes),
XapaKTEPU3YHTCS MOTOPHOM, CEHCOpPHOU 158105 VHTEJUIEKTYaJIbHOU
HEJIOCTaTOYHOCTHIO (Y 50% manueHToB).

Heo0OxoaumMocTh OKa3aHMsI CEMbE MCUXOJOTHYECKON MOMOIIM 00YyCIOBIIeHA
pSIOM  OCOOEHHOCTEH, KOTOpBIE OCIOXKHSAIOT HE TOJBKO BOCIHUTAaHUE, HO U
COBJIQZIlaHME C CUTyallued KpHU3Hca, CIPOBOLMPOBAHHOTO POXKIECHUEM peOeHKa C
ocoOeHHOCTsIMH pa3BuTHs [3].

[lepeunciiiM OCHOBHBIE U3 HUX:



[TanmuaTuBHBIN CTaTyC W/WIM HEBO3MOXXHOCTH JIeUeHHs (HET MPOTOKOJa
JCYCHUS] B CUJy MaJIOM H3YYEHHOCTH 3a00JIeBaHMS WJIM €ro T'€HEeTHYeCKOU
TIPUPO/IBI)

OCOOEHHOCTH TCUXUYECKOTO pPa3BUTHs (MHTEIUICKTyalbHasi, CEHCOpHasi,
MOTOpHAsi HEJIOCTATOYHOCTh, 4TO (popMupyer neduUTapHbIi TUI ICUXUYECKOTO
pa3BUTHS peOCHKA)

BHennuii Buj (4acTo I€TH MMEIOT OCOOCHHOCTH BHEIIIHETO BUA, KaK MPH
curapome MEduyca 1in 371acTOIU3HCE)

Hescupiii  mporno3  (pemkme  3a0o0yieBaHUS  MOTYT  pPa3BUBATHCA
HEIPEICKa3yeMo, TaK KaK y MalMeHTa MOTYT OBITh COUETAHHBIC MATAIOTUN W/WITU
O0COOEHHOCTH MPOTEKAHUS 00JIC3HN)

TpyaHoctr muarHOCTHKY (T€HHBIE MYTAIlMM YacTO TPEOYIOT IITUTEIHHOU H
JIOPOTOCTOSIICH JTHArHOCTUKH, YTO TpeOyeT HAmNpaBJICHHUS B PETHOHAIBHBIC WA
benepasibHbIe MEANKO-IMATHOCTUYECKUE IIEHTPHI)

['enetnueckass mpupoaa (reHETHYECKas MpUpoja 3a00JieBaHUS BIMSET Ha
PENpOyKTUBHBIEC PEIICHUs] pOAUTENIeH peOeHKa, 4acTo TpeOyeT TeHETHYECKYIO
JTUArHOCTUKY YWICHOB CEMbH )

OtcyTtcTBHE MAIMEeHTCKUX OpraHu3aIuii (B CUITY Mason
pacpoCTpaHEHHOCTH MAIMEHTCKUE OPTaHU3aIlii U TOPSIYUe JIMHUM JJIS TIOJTyYeHUS
IOPUUYECKUX, MEIUIIMHCKUX WJTH TICUXOJIOTHYECKUX KOHCYIIbTAIIUN OTCYTCTBYIOT)

BaxxHo OTMETHTBH, UTO HAIMYHE ITUX OCOOCHHOCTECH OTIMYAeT CEMBIO C
pebeHkoM ¢ opaHHBIM 3a00JI€BaHUEM OT CEMbH, KOTOpasi BOCIIUTHIBACT peOCHKA C
OTPaHUYEHHBIMA  BO3MOXXHOCTSIMM  3/I0pPOBbsSl,  OOYCJIOBJIEHHBIMH  OoJiee
pacnpoCTpaHEHHBIMH W HM3yYEHHBIMHU 3a00JeBaHUAMH. UTO MenaeT aKTyaJlbHBIM
OIMcaHue MpoOJIeM U crien(UKH IICUXO0JI0TMIeCKON TTOMOIIH Takoi cembe [5],[6].

Utak, mepeiiieM K pacCMOTPEHHUIO TICUXOJIOTHYECKUX OCOOCHHOCTEH CeMbH,
BOCIUTHIBAIOIIEH peOCHKA C peIKUM 3a00JIEBAaHUEM.

TpyaHocTh WM AJIMTETBHOCTH YCTAHOBJICHHUS JMAarHo3a HECET CBOU
TICUXOJIOTUYECKHUE TIOCIICICTBUS JJISI CEMBH, MPEXKEC BCETO MOBBIINICHHBIA YPOBEHb
TPEBOTH, COIMANIbHAS Je3alanTalys U U30J1usl (4acTo Ha BpeMsl TUArHOCTUKH U
oOcnenoBaHus peOCHOK HAXOUTCS B MEAUIIMHCKOM yupexkaenun ). Hepenko ceMbst
OKa3bIBa€TCAd JTUCKPUMHUHHUPOBAHHONM B CHIIy HETOYHOCTH WH(POPMAIUU O
3apa3HoCcTU 3a00seBaHus (XOTA B OOJBIIMHCTBE CiIy4aeB PeOCHOK Oe30IaceH s
OKPYXKAIOIIUX). DTO TMOJYEPKUBAET HEOOXOAMMOCTh KaK BEPHOM U TOUYHOMU
MMOCTAHOBKM JWArfHo3a, TaK W TICUXOJOTHYECKOTO COIMPOBOXKIEHUS B CTEHAX
MEAMIIMHCKOTO YUPESKICHUS WIIM UHIUBUIYAILHOTO COITPOBOXKICHUS CeMbH [2].

Ha sTom 3Tame BakHO OICHUTH W TPH HEOOXOJUMOCTH CHHU3UTH YPOBECHB
TPEBOXKHOCTH, TaK KakK JJIs1 POJUTENCH, BOCIUTHIBAIOIINX peOeHKa ¢
OCOOCHHOCTSIMU Pa3BHTHS, XapaKTePEH BBICOKHHA YPOBEHb JUYHOCTHOH, HO HE
pPEaKTUBHONW TPEBOXKHOCTU. Takke AMarHoCcTUKa 3a00JeBaHUs, KakK IMPaBUIlo,
MPUXOAUTCS HA TEPHOJl, B KOTOPOM TMPU3HAKU TATAJOTUU YXKE€ BUJIHBI, HO €€
MEXaHU3M €I1le He YCTaHOBJIeH. CeMbsl TTepeKMBACT KPU3HC, I K€ HAXOAUTCS Ha
CTa/INH I10Ka, a 3aTeM U OTPUIIAHMS TIPU MTOCTAHOBKE JUATHO3A. 3a7a4M IICUX0JIOTa
HA JTOM OJTame CBOAATCS K  TICUXOJOTUYECKOMY  KOHCYJIHTHPOBAHUIO
WHIUBUIYyaIbHO W B TMape, OTPAXEHUI0O UYYyBCTB W WX HOpPMaJIU3allUH,



MICUX000pa30BaHUI0 U MH(POPMUPOBAHUIO, B TOM YHCJIE COBMECTHO C BpPAuOM,
COCTABJICHMIO TIJIaHA COMPOBOXKACHHUS BMeCTe C ceMbeil. KitoueBoil MOMEHT
MICUXOJIOTUYECKON pabOThl Ha JAHHOM dTane — BbIPabOTKAa KOMILJIACHCA, TaK Kak
YPOBEHb MIPUBEPKEHHOCTU CTPATETUH JICUEHUS U METULIMHCKOTO COMTPOBOXKICHUS —
9TO OJIMH U3 pelarIuX (HakTOpOB B ONPEACICHHHA YPOBHS XHU3HHU peOeHka [1].

[Tocie mOCTaHOBKM JIMarHO3a 4acTO HACTYMaeT CTaJlus arpecCUy WU BUHBI,
OCOOEHHO €CJIM JUAarHO3 CBSI3aH C T€HETHMYECKUMHU W3MEHEHUSIMU. 37€Ch Ba)KHO
CHU3UTHh YpPOBEHb HPPAIMOHAIBHONW BHHBI, TaK KaK WMEHHO Ha JTOM JTare
CEMEHHBIC KPU3UCHI JJOCTUTAIOT ITMKA U MOTYT NMPUBECTH K pacnaay cembu. Ha aTom
Tame K  3ajadaM  [ICUXOJIOTa  OTHOCHUTCS MPEXAE BCEro  KPU3HUCHOE
KOHCYJIbTUPOBAaHUE, CEMEWHOE KOHCYJIbTHpOBaHUE, WH(OOPMHUpPOBAHUE (MOXKET
OBITH OCYIIIECTBIEHO COBMECTHO C BPa4oM) M MTOMCK COBMECTHBIX peCypcoB. B Tom
YHUCJIe TAIUCHTCKUX OpraHW3amuii 1Mo opdaHHBIM 3a00JIEBaHMUSIM M XOCIHCOB,
dbopMHpoBaHUE POAUTEIBCKUX YCTAHOBOK B Tpex HampasieHusx no A.C.
CruBaKOBCKOM: aJ€KBaTHOCTb,  MPOTHOCTUYHOCTh U JUHAMUYHOCTD.
NudopmupoBanrie 00 OCHOBHOM 3a0ojieBaHUU (OPMHUPYET MPOTHOCTHYHOCTD,
BBISIBJICHUE 30HBI AKTyaJIbHOI'O PAa3BUTUS W MEIUIMHCKUX OTPAHUYCHUSX TIO0
3I0pOBbIO0  (OPMHUPYET aJIEKBATHOCTh OIEHKH POJUTENIEM COCTOSHUS PEOCHKa,
BBISIBJICHUE 30HBI OJIMKAWIIEro pPa3BUTHS U COIMPOBOXKICHHUE TCUXOMOTOPHOTO
pa3BUTHS TOMOTraeT chOpMHUPOBATH JUHAMUYHOCTD B BOCIIUTAHUH.

I'pamMoTHOE BBICTpaMBaHWE JAETCKO-POJAMTEIBCKUX OTHOIICHUN TIOMOTAacT
COBJIAJIaTh C COIMAJILHOM Je3amanTtanueld peOeHKa, KOTopasi 4acTO CIydaeTcs MpH
0COOCHHOCTSIX BHemmHero Buaa jgered [4]. Ha »Tom srtame memecooOpasHO
WCITOJIB30BaTh TPYMIIOBBIE (POPMBI pabOTHI, KaK B3POCIIBIE, TaK U JICTCKUE.

CeMbH, BOCHUTHIBAIONIUE JETEH C TMaUIMATUBHBIM CTaTyCOM, 4YacTo
OKa3bIBAIOTCS B COUATLHO (PPYCTPUPOBAHHOM TIOJIOKCHHUH B CHITY CJIOKHOCTH WITH
HEBO3MOKHOCTH OPTraHMU3aIlMU OTIIYCKa, OTPAaHUYCHHUS MOOWIBHOCTH, WU3MEHEHUS
MOJIOKEHUST Ha CIIyk0e, OTpaHUYCHHOCTU B TOJIB30BaHUU CHEpor YCIAYr U T..I.
[ToaTOMy MEXIUCIMIUIMHAPHOE COMPOBOXIACHUE JIOJDKHO BKIIOYAaTh B ce0s
COIIMAJIBHYIO  CIIY»Oy,  COIMAJIbHYIO  «IEpPEIbIIKYy» H  NaUIHaTHBHOE
COMpOBOXJeHUE (TOMelIeHrne pedeHka B XOCHUC Ha KOPOTKHHM  CpOK),
MICUXOJIOTUYECKOE COMPOBOXKJICHHUE, KOHCYJBTAIMH JIPYTUX CICIHAIMCTOB TIPH
HeoOxomumocTu (aproreparneBt, peadmutonaor u T.1.) [4]. CocrosiHue peOeHka
SBJIICTCS] 3HAUMMBIM TIOKA3aTeJIeM B YPOBHU aJlallTalldd POAUTEINS K €ro OO0JIE3HH,
MO3TOMY TICHXOJIOTHYECKass paboTa BO3MOXKHA TOJBKO B MEXIWCIUTIIMHAPHON
KOMaH/IE.
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