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Annomayuna. Ha ochose coyuonocudeckoco uccieoo6amnus cpeou
pooumeneti  Oemeii ¢ ocobenHocmsmu  Tomckoit  obnacmu,  asmop
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Op2aHU3AYUL, OKAZLIBAIOUUE NOMOUL CEeMbsM, GOCNUMBISAIOWUM Oemell —
UHBANIUOO08, d MAKJICEe 6 KOHMEKCme OaHHOU NpoOIeMAMUKY GblsGisem

OCHOBHbIE COYUANIBbHBIE NPOOIeMbl OAHHOT KAME2oPUU HACEIEHUS.
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Abstract. On the basis of the sociological research among parents of
children with disability of Tomsk region, the author examines main basic
state and public organizations that provide assistance to families with
disabled children, also in the context of this problem reveals main social
problems of this category of the population.

Keywords: disabled children; medical and social expertise; individual

rehabilitation program; the center of social support; public organizations.

[To odunmanbHbiM gaHHBIM Ha 1 sHBaps 2015 rojga 4YMCIEHHOCTH
JneTei-nHBANUAOB cocTaBiseT 590 Teic. yenorek [1]. HO BO MHOTOM JaHHBIE
(Pl 3aHWKECHBI, BO-TIEPBBIX, MHOTHUE NATOJIOTMM HE BBISBJISIOTCS Ha
PAHHUX CTAOUSIX, BO-BTOPBIX, HEKOTOPBIE HE XOTAT MOJYy4YaTb CTaTyC
WHBAJIMJA, a MHOTME HE 3HAKOT Kyjaa oOpatuThes. Ha cerogHsmHuii 1eHb
MOSIBJISIETCS BCE OOJIbIIE TOCYNAPCTBEHHBIX YUYPESKICHUNA W OOIICCTBEHHBIX
OpraHu3alrii, TOTOBBIX TIOMOYb CEMBSIM, BOCIHTHIBAIOIIUM JIETEH C
WHBAIMIHOCTBIO.

OnHuM W3 TEPBBIX YUPCKICHHUM, C KOTOPBIM BCTPEYACTCA CEMbS C
OCOOCHHBIM PEOCHKOM SIBIIIETCS OHOPO MEAMKO-COUMAIBHON SKCIIEPTHU3HIL.
«MCD wu peabunurtanus WHBAIUAIOB SIBISIOTCS BAKHBIMH 3JIEMEHTaAMHU
CUCTEMBI 00€CIICUCHUS MHBAJIUAAM YCIIOBHMA JUTsl TPEOTIOJICHUSI OTPAHUYCHU I
JKA3HENCATCIIBHOCTA,  HAMPABJICHHBIMU  HA  CO3JJAHMEC WM  PaBHBIX
BO3MO>KHOCTEHN /JIs y4acThsl B KM3HU 00mecTBa» [2]. Mcxoas U3 OCHOBHBIX
LENEH OpraHu3aluu, MOKHO CHENIaTh BBIBOJ, YTO VUPEKIACHUE CO3JaHO U
(PYHKIIMOHUPYET B MHTEPECAX MPakKAaH, 00PAIIAIINXCs 38 TTOMOIIBHO.

B xo0/1¢ MHTEPBBIO, ObLTN BBISBJCHBI HEKOTOPHIE HETATUBHBIC CTOPOHBI

JNEATENBHOCTA OpraHu3anuu. BpeMs OT BpPEMEHHM KPHUTEPUHU TOJNYYECHUS
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WHBAJIMIHOCTH Y>KECTOYAKOTCA. Hepenko ¢ MHBANMAOB ACTCTBA CHUMAKOT
cratyc no poctwkenuto 18 netr. « C 11 nem Ovina uneanuonocme. Cuumancs
uneanuoom oememed. Ilomom 3aKoH Gviuiell, Max U CHIU UHBAIUOHOCHb 8
18 nemy». (Ompra, peOEHOK ¢ MONHOH CIENOTOM JieBoro rnasa) B cBowo
OouYepellb POAUTENIM HETUMHYHBIX JETCH MBITAIOTCS OOBSCHUTH HACTOSIINAC
OPUYMHBL JAHHOH CHUTyallMu. « Hucio OonvHuix Oemeii pacmem. B cgoio
oyepeos obwee YuUcI0 UHBANUOOE pACmU HE QOINCHO. DMO JHce NOOOePI*CKd
om eocyoapcmea. He moowcem dice 2ocyoapcmeo ecem ee obecneyusams »
(Enena, peGEHOK ¢ areHe3nel KpecTia i KOMYHKa).

Opnoii w3 ocHoBHBIX (QyHKIM MCD sBisgerca paspaboTka
WHIMBUAYAIBHBIX ~ OporpamMm  peabwmrtanuu  wHBamaoB. B UIIP
NPOMUCHIBACTCS MEPEUEHD YCIIYT, KOTOPhIE HEOOXOIUMO TOJy4aThb CEMbSIM,
HO 324aCTYI0 POAMTENMN CTAIKMBAKOTCS C HEKOTOPBIMH OTPAHUYECHUSAMU. « B
nepeylo  oyepedb  OMO  HEeNOO2OMOGIEHHOCHb  HAULUX — MEOUYUHCKUX
yupeowxcoenuti O peabunumayuu Oemeir» (Enena, peOGeHOK ¢ arcHe3mei
kpectua U komuwka). Yacto B HIIP BKiIrOWaeTcs caHATOPHO-KYPOPTHOE
JICYCHUE, KaK oJHA U3 (opM peadunuTaiu peOeHKa. « E30unu ¢ Anany, mau
Jlemnue nymesku He oarom. Mer Oviiu maii — HA4AA0 UIOHS, Mbl YYMb HE
npocmuiiy, U examsv myoa yeayio neoenio u oopamuoy (Enena, peGeHOK C
JUT v cmyXOBBIMH, 3pUTENBHBIMU, PEUEBBIMH HApYIIEHUsIMH). HEKOTOpBIM
YK€ CEMbSIM MPEIOCTABICHUE JAHHOW YCIIYTH BOBCE HE MPELYCMOTPEHO, XOTS
nOTPEOHOCTh B 3TOM €CThb. «Hawm mne noaodceno, onu npocmo 6 HIIP ne
gHecnuy. (Anekcanapa, peOEHOK ¢ ayTH3MOM )

Cnenyrolneil MHCTAHIMEH, B KOTOPYK OOpamiaroTcs POAMTENU 3a
MOJIYyYEHUEM  COLMAIIBHOM TIOMOIIM W TNOAJCPKKM  SBIISIETCS  LIEHTP
COLMAJIBHON MOJACP)KKM HaceneHus. Ho, HEpeaKo, POAUTENN KATYIOTCA Ha
KAQueCTBO OKa3aHWsi NOMOLIM M HAa HE MPEAOCTaBlIcHHUE WHPOPMALUUU O
JBroTax, MOCOOMAX M BBIIUIATAX, MOJOKECHHBIX MO 3aKoHY. «Kyua oOei

CEA3AHMBIX C GBIOUBAHUCM KAKUX — MO Jbeom OJisi pebenxa. llpuxooumcs
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Xo0ums no uHcmawyusiv, mpebosame moeo, wmo nonacaemcs» (Enena,
peOCHOK € areHEe3Wel KpecTua U Kom4Mka) « Ho camoe obuonoe, umo mebe
HUK020d HUYe20 He CKddicem, Nokd mui cam ne y3Haeuivy. (Mpuna, peOeHOK ¢
curapomoM JlayHa) « M3 coyzawumul st 6ce20d 6 cie3ax ewvixooicy. Jluunuii
pas neoxoma, 4modwt meosi ynudicaniuy. (Anéna, peOCHOK ¢ ayTU3MOM )

Taioke, PpOAMUTENM  HETUNUYHBIX JETeH  4acTO  HEIOBOJIbHBI
oOpa3oBareiabHON  cepoli, 3a4acTyr0 3TO CBA3aHO CO CHEHU(PUKOIA
3aboneBanus. «[lIxona ons crabocnviuawux oemeti, HO Mbl K HUM NOOX0OUM,
Y HAC oepaHuyeHusi euje onopHo-ogueamenvhvie. Mue crazanu: «Houme,
npobyiime 6 pasmvie mecma, kyoa eozvmymy (Enena, pebenok ¢ JAUII u
CIIyXOBBIMH, 3PUTEIBHBIMU, PEUYECBBIMM HapylieHusMH). Hepeako, Bompoc
o0pa3oBaHusl POAMUTENSIM MPUXOAUTHCS PELIaTh CAMOCTOSATENBHO. « 5 6om ¢
HUM U Gocnumamenem u Jj1020ne0oM HNOCIeOHue Nsdme Jjiem pabomandy.
(ITpaGaOymika, pebenok ¢ JILIIT m ymMcTBeHHBIMU OTKIIOHEHWsiMK). Ho emte
Oonbiume mnpoOiemMbl B 00pa3oBaTeNbHOM CQEPE HCMBITHIBAIOT CEMBH,
YKUBYLIME B OTAAICHHBIX paiioHax obnactu. Tak, AeByLIKa, TPOKUBAIOLIAS B
OHOM M3 cell TOMCKOH 00acTH, OTBEYACT HA NMPEVIOKEHUE CIICHUATUCTOB
yCTpOUTh peOeHKa B MHTEPHAT AJIs TIyXMX, Haxonsumics B T. Tomcke:
« Bo3mookcHoCmb, KOHEYHO, eChib, HO JICeIaHUs Hem, U 8000ue 5Mo MSICKO
Oyoem 0Oe3 pebenka. Tax cmoneko nepescuiu, d mym e2o KoMy-mo Omodms »
(Anxena, peOEHOK C TYTOYXOCThEO 4 CTETICHH. ).

Ha nanHblil nepuoa BpeMeHH O0JIbIIOE 3HAUEHUE AJIs CEMEH ¢ NEThbMU
C OCOOCHHOCTSMHM HMMEKOT OOLICCTBEHHBIE OpPraHu3auuv, OOBEAMHCHUS
pomutencii. B TomMckoi 00nacTé CymiecTBYET HECKOJBKO OpraHu3alui,
OKa3bIBAIOLINX NOMOIIb CEMbIM. B X0/1€ UCCIIEN0BaHUS yAATOCH MTOOOIATHCS
C pykoBoauTenieM opranuzanmu «Coro3a poautenein» CTalo M3BECTHO, UTO
«Coro3»  ObUl  CO3JaH  POAUTENIIMA  HETUIUYHBIX JETEH, KOTOpbIE
OOBEIMHUINCH AJIE TOTO, YTOOBI OOpPOTHCS 3a CBOM IMPaBa M IMPaBa CBOMX

nereid. Ilomumo gereli ¢ OCOOCHHOCTSIMHM, OpraHu3anusi [OMOracT
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WHBAJIMIaM, KOTOPBIE y>Ke JOCTUTIIM BOCEMHAILATAIIETHETO BO3paACTa. « MmO
8000We Kameeopus, GulKUHymas 3a bopm. /s oemeti, xoms Obi MO — MO
ecmw, a nomom nocie 18 ecéy. (Enena, Iupexkrop HI1 «Coro3a poaureneii» )

Enena oTmedaer, 4r0 OCHOBAHMEM ISl CO3/IaHUS COKO3a MOCITY>KUJIO
MPOXOXKJICHUE IIKOJBl POJUTENCH, OpraHu3oBaHHOU «OOBIKHOBEHHBIM
Uynom» Boabuioe 3HadueHue «OObIKHOBEHHOrO Uynma» OTMEUaroT W APyTHE
poautenu, npoxuBatone B r. ToMcke. «f obpamunace 6 « ObviktosgenHoe
Yyooy, e0e mHe 04eHb NOMOIU, 8 OCHOGHOM MOPAIbHO. A Y3HaAId MHOEO
ungopmayuuy. (AnéHa, peOSHOK C ayTH3MOM ).

CeMbsM, MPOKUBAKOIIAM HA OTJAJICHHBIX TEPPUTOPUSX OT T. Tomcka
NPUXOJUTCS CAMOCTOSATENIBHO CIPABJIATHCA ¢ MPOOJIEMaMH, TaK KaK Ha CeJe
KOJIMYECTBO OPraHu3auuii, MOMOTarIuX CEMbIM NPAKTUYECKH HET, a
BO3MOKHOCTh €3IUTh B TOPOJ HE BCETAA CYLIECTBYET: «V Hac 30echb oice
Huyeeo nem. Bom moavko camu cmapaemcsy. (Jlrommuna, peOEHOK C
YMCTBEHHOH OTCTaJNIOCTBIO) « Koneuno, ecmu scenarnue donvute pabomams ¢
pebenkom, HO O 2MO20 HYIHCHO examsb 6 20poly. (Onpra, MPUEMHBIA
PEOCHOK C 3aACPKKOM MCUXUUECKOTO PA3BUTHS).

Takum oOpa3zom, B rTopoge Tomcke um B paiioHax, Haubosee
NPUOIM)KEHHBIX K TOPOAY, TOCYAAPCTBEHHBIX YUPEXKICHUIN, CTAHOBUTCS BCE
OO0nbIlIEe, HO MO-MPEKHEMY OCTPO CTOUT BOMPOC KAYECTBA OKA3AHUS MTOMOLIH
U TMPOXJAJHOTO OTHOLICHHSI CO CTOPOHBI CHELHUAIMCTOB K TAKUM CEMBSIM.
HanOonpmiyto moazep>kky W MOMOIIb  OKa3bIBAlOT — OOLICCTBEHHBIE
OpraHu3alyM, CO3bl U KIYOBbl, CO3JaHHbIE CAMUMH poauTessiMu. Oka3aHHe
MOMOIIM Ha Ccelie J0 cux Mnop spisgercs mpodnsemoil. Ho Onaromaps
COBPEMEHHBIM TEXHOJIOTHSIM pOaUTENN UMEIOT BO3MOKHOCTh
CaMOCTOSITEJIbHO TOJyYuTh uH(opmanuto. Haubonee akTyalbHBIM st
POOUTENIEH OCTAeTCs BOMPOC. MOYEMY MPUXOJUTCS CAMHM POJIUTEISIM

Y3HaBaThb U I[O6I/IBaTBC$I TOI'O, YTO ITOJIOKCHO CCMbAM I10 3aKOHY.
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