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Mbl B PoHpe «/rpa» XxopoLwo NOHUMaeM LLEHHOCTb
aKTUBHOW KOJIACKW 1A Manbliwa C ABUraTesibHbIMU
HapyweHnammn. C aTum ragetom pebeHoK
npuobpeTtaeT cBoboay NepenBMKEHNA, YKpenaaeT
N pasBuMBaEeT TeNO.

B 2020 roay B Poccum He 6b110 npeactaBieHo
Nnpon3BoANTENEN KONACOK A8 Malblllen — TONbKO
Ans B3pocbiX. [1oaToMy Mbl 06paTUNNCL K KOMMaHNN
Kinesis c ngeen co3pgaTtb TaKyo MoAesb ON1A OEeTEN
OT 2-X neT. bnarogapA orpoMHON NOOOEPIKKE
CTOPOHHUKOB coO BCcen Poccum HaMm yganocb
obecne4ynTb KonAckamy 50 Manblwen N3 pasHbliX
PErnNoOHOB.

B Poccun npucytcTByeT CBON KOHTEKCT OTHOLIEHUS
K MHBaJIMOAHOCTW, YCNOBUW KNIMaTa U rOPO4CKOW
cpenbl, MO3TOMY 6bISIO TakK BaXXHO B ,0MNOJSIHEHNE

K 3HAHWAM OT HalWnX 3apybeXKHbIX KOMMer ycnbliwaTb
OT poamnTenen N3 pasnnyHbiX PErMOHOB CTPaHbl, KaK
KOJIACKa NOBMINAMA Ha XXN3Hb UX OETEN N CEMbMN.
Kpome Toro, 661710 BaXHO MOHMMAaTb, YTO B MEPBOU
MOLENN MOXHO YNYYLWNTb C TEXHNYECKOW TOYKMN
3peHuns.

Mbl 06paTnnncb K Konneram ¢ NPocbbo NPOBECTN
couMosiorn4ecKoe nccregoBaHne, KOTopoe No3BOUT
chopmMynmpoBaTb NOJSIy4EHHbIE pe3ynbTaTbl U caenaTb
cnepyrowme warm B obecnedeHnn Manblien
Heobxogummon peabnnmntaunen, 4HTodbl B UX MN3HA
Oblno 6onble obWweHNA, OBMKEHNA N UTPbI.

PoHp «Arpa»



OT4yeT 0 NnpoBegEeHHOM
nccnenoBaHUmM onbliTa
ncnoJsib3oBaHUA
aKTUBHbIX KOJIACOK

OmMmutpnin Knoykos
(AHO «®usnyeckan peabunmtaumna»)

Erop EnbHMUKNn
(PakynbTeT coumonorum EY Cri6)
25 nona 2022 ropga

Ab6cCTpaKT:

ViccnepoBaHume 661510 NPOBEOEHO C LLESbIO MOSYYUTb U CUCTEMATU3NPOBAaTb
CYOBbEKTUBHbIE OLLEHKIN OMbiTa NCMOJSIb30BaHUA aKTUBHbIX KONACOK, pa3pa-
B60TaHHbIX N NpefoCcTaBNEeHHbIX B paMKax npoekTa poHaa «/rpa», B CEMbAX
OeTen ¢ gBuraTenbHbIMU HapyweHnaMn. [laHHbie NoSTy4YeHbl C MOMOLLbIO
WHTEPBbIONPOBAHNA PpOoAUTENEN NN ONeKYHOB 13 18-tn cemein. VIHTepBbto
ObInn cPOKyCMpPOBaHbI Ha OMbITE AONTOBPEMEHHOIO ncnosnb3doBaHna TCP,
OL,EHKE KJTHOYEBbIX 3TAnoB U MPONCXOONBLUNX N3MEHEHW, @ TAKKe 3Ha4Yn-
MbIX KOHCTPYKTMBHbIX Npobnemax, npegocTtaBneHHbiXx TCP. HappaTtuBHbin
aHann3 TEKCTOB NHTEPBbLIO MO3BOINI NMOKa3aTb, KaK poaUTENN COBMELLAtOT
KpanHe NONOXNTENbHYIO 0OLLYIO OLEHKY NpoeKTa n paboTty doHpa «/rpa»
C CEPbE3HbIMN TEXHUYECKUMUN TPYAHOCTAMU N TPEBOIrOWN, CBA3aHHON C ONun-
TeNbHbIMU NpoueccamMmn peabunutaunm pebeHka. OtoenbHble NPobsieMHbIE
cuTyauunm B pacCKasax poauTenen 4ale oOKasblBalOTCA HE CBA3aHbl HaNpsA-
MYIO C KNTOrOBOW» OLLEHKOW npoeKTa; HepgocTaTku TCP B paccKasax He CBf-
3bIBatoTCA ¢ paboTon poHpa «Vrpa», crnarkmBaroTcA NIn EMOHCTPUPYETCH
NX CaMOCTOATENbHOE pELUEHNE; POANTENbCKAA 3KCNEPTHOCTb B BOMpoOcax
peabununtaunn pebeHKa pegKo KOHQIIMKTYET C pELEHNAMN 1 NpoLeccamMm
doHpa «Mrpa» pawe B onnmcaHnn KPU3NCHbIX cUTyauui (owmnbku B 3aMe-
pax goeTten, Henogxogsauiee ocHauieHne TCP v T. a.) NoMyMo HappaTuBHOIo
aHanumsa, B UccrnegoBaHnm Knaccupunumpytotca coobwaemMmble pogntenamm
TexHnyeckmne npobnembl TCP n npepnaraemMbie MU BO3MOXXHOCTW peopra-
HM3aunn NpoeKTa.

KniouyeBble cnoBa: poanTesibCKasa 3KCNEPTHOCTb, NaLUEHTCKOe 3Ha-
HuUe, HappaTUBHbIN aHaNu3, akTuBHana Konacka, TCP, HKO, peabunura-
uMA, UHBaAaNMAHOCTDb, spina bifida, ALIMN, CMA.



BBepeHune

MocTaHOBKa Bonpoca, METOA0/I0OIMA
M obLw,an JJIormka ncciepoBaHunA

ViccnepoBaHune npoBeneHo A1A OLLEHKWN pe3ynbTaTOB NPOeKTa NpenocTaB-
NEeHNA aKTNBHbIX KONACOK 50-Tn oeTaM ¢ gBUraTesibHbIMU HapYyLUEHNAMN.
Konfackn 6binn skcnepuMeHTanbHOM naptuen, nponsseneHHon B PO B Kaye-
cTBe 6onee AOCTYNHOW anbTepPHaTUBbI KAYECTBEHHbIM, HO TPYAHOL4OCTYIM-
HbiM eBpornenckmm TCP. NepepaHHble KONACKN UMENN KOHCTPYKTUBHbIE
He[oCTaTKN; KPOME TOro, 3af4ePXKN NpY Nnepenadvye KOMACOK B CEMbU COKpa-
TUAN LUK nCnonb3oBaHUA gna Yyactm geten. OQHOBPEMEHHO C 3TUM KOA-
CKW NONY4YUIN B CEMbAX LWNPOKNA MO3UTUBHbBIN OTKIINK, KAYECTBO WN3HU
LeTen-nonb3oBaTesien 3HaYNTENbHO YNy4YLINNOCh.

B pamkax nuccnepoBaHua ¢oHp, «/Irpa» 6bin 3aMHTEPECOBaH B MOSTyYEHUN
HE NCKaXXEHHOW OLLEHKN MPOEKTa poaNUTENAMU, AOCTOBEPHON NHPOPMaL N
O NOBCEOHEBHOM OMMbITE NCMO/b30BaHNA KOTACOK N O 3HAYMMOCTUN TEXHNYE-
CKux npobnem npepocTtaBneHHbIx TCP.

Mbl OCTaHOBUINCb Ha KAYECTBEHHON METOA0/1I0M M HAappPaTUBHOIO aHa-
sIn3a UHTEPBbIO, HaLLESIEHHON Ha KaTeropmsauunto 3/IEMEHTOB pacCcKasa
poamnTenen o6 onbiTe ncnonbsoBaHna TCP n obobuieHne CybbeKTUBHOIO
3Ha4YeHuVA BblOEeNIEHHbIX KaTeropuin. Hanpumep, Mbl NOKasanu, Kak poauTenmn
pasfenatoT NOMOXNTENBHYHO OLEHKY NpoeKTa n gencteuin ¢oHpa «Vrpa»
OT paccKasa 0 HeraTuBHbIX KadecTBax CaMoW KOMACKN, LEMOHCTPUPYA, YTO
npeacTtasnTenn ¢oHOa B UX pacCKasax He CBA3aHbl C ONUCbIBAEMbIMU TEX-
HNYecKUMun npobnemamun. [loMnMo aHannsa cybbEKTUBHOINO CoOAEepPXKaHmA
WHTEPBbIO, Mbl KNaccuunumpoBann 3Ha4MMble TeEXHNYecKne npobnemnol TCP,
O KOTOPbIX COOBLNAN POONTENN, @ TAKKE BbiICKa3aHHbIE MU MPeasIOKeHNA
No yny4leHUto NpoeKTa.

Bbino npoBegeHoO 2 MHTEPBbLIO C 3KCNEepTaMu Nno onbITy 1 18 uHTep-
BblO C POAUTENIAMU UNIN ONEKYHaAMUN AeTEN, TaKXKe Mbl MPOBENN BCTPEYy
CO cneuuvanucTaMm LLeHTpa no nopbopy n npopaxe TCP gna o3HakoMmne-
HNA C YCTPONCTBOM KOJIACKN.

Bbi6opka nccneposaHuma 6bina coctaBneHa oA reHepasnbHOW COBO-
KynHocTun Bcex 50-Tn cemMen, yyacTBOBaBLINX B NpoeKTe. Mbl paszgenunu
reHepasibHYt0 COBOKYMHOCTb MO Npu3HaKkaM Tuna guarHosa (CMA, LM,
spina bifida) n no yncny »utenen HaceneHHblx NyHKTOB cemen (o 500 TbIc.
HaceneHus; cebiwe 500 Tbic. HaceneHns), YTobbl MONYYNTb AaHHble 06 onbiTe
NCNONb30BaHNA B MHGPACTPYKTYPE HU3KOWN 1 BbICOKON MAOTHOCTU. BHYTpn
KaXKOon N3 WeCcTn rpynn Mbl cnyyYanHbiM o6pa3om Bbibpann Tpu ceMbM.

ViccnepoBaHmne cOOTBETCTBYET aTUYECKMM NpuHUmMnam CaHKT-
MeTepbyprckom accoumanmnm CoLNONOros; Ntobblie NMYHbIE AaHHble NHPOP-
MaHTOB N MHPOPMaAHTOK aHOHMMMN3NPOBaHbI, @8 CObpaHHble N NpeacTaBneH-
Hble B OTYETE AaHHble HE MPOTUBOPEeYaT NX NHTEpecaM.



O630p TeopeTU4eCKoOMn
nntepartypbl

ViccnepoBaHusa onbiTa ncnonb3oeaHua TCP geTbMn ¢ ocobeHHOCTAMMU pas-
BUTWNA Yalle BCEro y3kocnewumnanbHble, NPOBOAATCA Ha HEBObLIMX BbIBOpKax
1N oTBeYaloT Ha cneyndunveckme sBornpocbl. C NOMOLLbIO CETEBOro aHanmsa

Mbl ONMCanun CyLwecTByoLWMe peneBaHTHble Hay4YHble NybAnKkaummn, a 3aTem
nocTtapanucb B3ATb N3 CO3OaHHON ceTn NybninmKaunin n KpaTKo NnepeckKa-
3aTb UCCefoBaHWA, pas3nmyarowmecs Nno MeTogonorum, Lensam n popmaty
npeacTaBieHnNA pe3ynbTaToB, HO B1M3KMe HaweMy COBCTBEHHOMY MPOEKTY.
B coBOKynHOCTU 3TK nccnepoBaHnA OatoT XOPOLN KOHTEKCT, a NpeacTas-
NeHHble MeToAbl U cnocobbl aHann3a NpuUrogHbl Ana abPeKTUBHON paboThbl

C POCCUNCKUMUN KencaMm noeBcegHeBHOro ncrnosb3osaHua TCP.

Lintnpyembie nybnnkaumm nocBALWEHbI:

daKTopaM, HEraTUBHO BAMAIOLWNM Ha areHTHOCTb N pasBUTUE OETEN
(HanpuMep, HECAMOCTOATENIbBHOCTb AETEN, CTPEMIEHNE POOUTENEN

K «HOpMasibHOMY» O06/IMKY CEMbU, OrPaHNYEHHbIE BO3MOXHOCTUN 3CTe-
Tnyeckon mogundukauum TCP);

HeobxoanMoCcTn pasgenieHnsa 30H 6e3onacHoOro oby4yeHua Nonb3oBa-
Huto TCP n 30H caMOCTOATENIbHOW aKTUBHOCTW ON1A yCNELWHON aganTa-
LU 1N coumannsaunmn geten;

NONIOXUTENbHbBIM OTK/IMKAM POOUTENEN Ha «MacCUBHOE» NCMOb30Ba-
HMe akTuBHbIX TCP (koppenupyeT ¢ 60blWNM NPONAEHHBIM PAaccTo-
AHVWEM) N HEraTUBHbIM OTK/IMKAM Ha «aKTUBHOE» CaMOCTOATENIbHOE
ncrnonb3oaHne TCP oeTbMu (KoppennpyeT ¢ MEHbLLNM MPONAEHHbLIM
pacCcToAHNEM);

OCTalLWMMCA He3aMe4YeHHbIMU CJTOXHbIM CUCTEMAaM CMbICJI0B, KOTOpPbIE
GOpPMUMPYIOT AETU, NEPEXMBAA 3a CBON NYOSINYHbLIA 0ONINK, peaKumn
HE3HaKOML,EB-B3POC/IbIX N OPYrNX OETEWN;

CUCTEMHbIM PasfINYNAM B NOCTAHOBKE KJHOYEBbBIX MPO6/eM NCNOb30-
BaHuA TCP Mexay oeTbMu, pogntensamMm n peabunntonoramu;

cnocobaM KONMMYECTBEHHOW OLLEHKWN HAOEXHOCTN npenocTtaB/IA€EMbIX
AKTUBHbIX KOJTACOK, KOTOpPbIE OEMOHCTPUPYIOT Pa3/iIndHbIE NMOKa3aTEN
HageXHOCT N pa3HOE OXXNOaEeMOE BPEMA NMNOJIOMKU ONA Pa3/INYHbIX
Y3/10B KOJTACKW.

Bce npencrtaB/€HHbIE NCCegoBaHNA TECHO CBA3aHbl C BbINMOJIHEHHBIM MPO-
€KTOM, HO OMnMcbiBakOT, CKOPEE, ob1acTn CMeXHon I'IpO6J'IeMaTVII-(VI. Nx cTtont
ncnosibsoBaTtb OJiA ydHwero noHMMaHMA KOHTEKCTa CO6paHHbIX OaHHbIX

n npenctaBJIEHHONoO aHaslim3a, a TaKXHe KaK Nyt BOSMOXHOIo pa3BnTnA
MPOEKTa.



PesynbTaTtbl aHanusa

Hun)xe npenctaBneHbl 0606uULeHHbIe pe3ynbTaThbl
aHannsa c Heo6Xxo4uUMbIMN KOMMEHTapPUAMU

Mpo6nembl paHHen nomowu B Poccum

VIHTEepBbIO HAYMHAOTCA C pacCcKa3oB MHPOPMAHTOK N MHPOPMaHTOB O Npobnemax
WHCTUTYTa paHHen NoMoLn, TaKUX KaK HEpaBHOMEPHOE pacnpeneneHne pecyp-
COB, cnabble KOMMETEHLUN CMELNaNINCTOB B MasibiX FOpoAax, «ocegaHne» Kade-
CTBEHHbIX MMMNOPTHbIX TCP B KpynHbIX ropogax, OTKas CreunanncToB BKIOYaTb
Hy»XHble TCP B nHguBuayanbHblA MAaH peabunutauum n abunutaunmn (nanee —
WMPA). NMoMnMo aToro, poanTenn CTaaknuearoTCcAa CO CTUrMaTM3aLnen gmarHosa
pebeHKa, HeEXxBaTKOW NMHPOPMaL M O BO3MOXHOCTAX coTpyaHun4decTBa ¢ HKO,
HeobxognMmocTb CaMOCTOATENbHO UCKaTb PELIEHNA YCUIMBAET areHTHOCTb
poamnTenen, a Takxe NpuBoOgUT K peweHnto cotpyaHmnyatb ¢ HKO. B Tom yncne
B OlOpoKpaTnyecKoMm nose. [1na poaonTtenen BaXXHO NOKasaTb B CBOUX pac-
CKa3zax CJIOXHOCTb CUTYaLnKn, HaBblK 60pbbbl 1 KOOMepaunn, MoTyYeHHbIE
B paboTte Hap obecnevyeHneM pebeHKa Heobxogumbimn TCP.

MpoekTbl poHaoB n HKO Kak pewweHune
npo6s1eM paHHen NoMoLLHU

B HappaTuBax 0 npoekTax ote4yecTBeHHbIX GOHOO0B NHOOPMAHTKN U NHIOP-
MaHTbl BbICOKO OTMe4atoT paboTy no MHPOPMaLVOHHOMY COMPOBOXOEHNIO

B npouecce nonyyeHna TCP, a Takxe no HenocpeaCcTBEHHOMY NpeaocTaBse-
HUIO TEXHUYECKUX cpencTB. [1a MHOrMx ceMein 3To 6bln NePBbIA OMNbIT COTPYA-
HuyectBa ¢ HKO. NHbopMaHTKM n nHGopMaHTbl NO3ULNOHNPYIOT CeBA KaK
coto3HnkoB HKO, cTapatoTca NnoKasaTb, YTO BUOAT C/IOXKHOCTW paboTbl cneuna-
INCTOB 1 FOTOBbI X MOALEPKNBATb.

Mony4yeHune nHpopmMmaumm o npoekTe

HexBaTka odunumanbHom nHpopmaLumm, NnepeHacbIWEeHHOCTb U BapbupytoLee
Ka4yecTBO OOCTYMHON MHbOPMaL N B MHTEPHETE NMPUBOAAT POAUTENEN K YHaCTUO
B 9KCMEPTHbIX coobLlecTBax — OHNaNH-rpynnax B3anMonomMoLmn. bonbwmHcTBO
poauTenen yaHanum o NnpoeKkTe HebopManbHO, MO CI0BaM MHOIMMX MHPOPMaHTOK
N NHOOPMAHTOB — «C/IyHaHO», Yepe3 POOUTENbCKNE YaTbl, MO COBETY 3HAKO-
MbiX. Kyga pexe poguntenu roBopAT, YTO NPULLAN B MPOEKT NOCNE pEKOMEHOaL NN
cneymanncToB-peabunutonoros. B HappaTnBax poantenen «napTnsaHCcKaa» aKC-
NeEPTHOCTb CETEN B3aMMOMOMOLL NpoTUBONOCTaBnaeTcA dopManbHON MeAVLNH-
CKoW 3KcnepTmae. Pogntenn ¢ oCTOPOXKHOCTbIO MOBOPAT O CETAX B3aNMOMOMOLLLYA,
onacasCb UX CKOMNPOMETMPOBaTb nepen 6osee NeErnTUMHbIMU SKCNepPTaMu.

Hauano y4yacTud B NPOEKTEe

Ha aTom aTane 4acTb poauTesneil LEMOHCTPMPYET CKENTMYECKOE OTHOLLIEHMNE
K MCMOSIb30BaHNIO aKTUBHOW KONACKN Kak K TCP, KoTopoe MOXeT npensaTcTBO-
BaTb Aa/IbHENLLIEMY OCBOEHMIO XO0Obbbl — HageXaa Hay4nTb pebeHKa XOaAnTb
CTAHOBUTCA OTBETOM Ha PUTOPUKY BPaveil U3 roCynapCTBEHHbIX YYpexae-
HWI, KOTOPbIE OTPULLAIOT BO3MOXHOCTb NtOBbIX yny4yweHnin. Pogutenn pac-
CKas3blBaloT, YTO MM C/IOXHO NPUHATL HeobxoanMocTb TCP. YacTb pogutenen



cTapaeTcA NMoKasaTb YA3BUMOCTb CBOUX OXUAAHWN OT 4,0/IFOBPEMEHHOMO
niaHa peabunuTaLnm, BO3HUKaKLYIO N3-3a CMIOXHOMO JIMYHOMO onbiTa paboTbl
C peBGEHKOM 1 YECTKOCTU MeAVKann3npoBaHHOMO B3rs4a, KOTOPbIA SR HUX
bopMynupyoT MEAULIMHCKME cneunanncTbl. B nHTepBbto 310 cnocob gonon-
HUTENbHO ONCTAaHLMPOBaTb CBOK HEYBEPEHHOCTb OT OBLLEN MOMOKMNTENBHON
OLLEHKW MOBCEAHEBHOIO NCMOIb30BaHNA NOSTyHEHHOW KOMACKMN.

Mpouenypa CHATUA 3aMepPoOB OJ1F1 KONTACKU

CHATMe MepoK Oia onpeaeneHnsa padMmepa KONACKN poauTenn npeacras-
NAT KaK OAVH N3 caMbIX CITOXHbIX N TPEBOXHbIX 3TanoB npoekTa. HecMoTps
Ha BefeHune crneunannctamm, MHGOPMaHTKMN U NHGOPMaHTbI AOMNOSTHUTESNBbHO
obpalannch 3a KOHCYNbTaUNAMMN K COTPYAHUKaM GOHO0B, KOTOPbIM OHU OOBE-
PAIOT; HEKOTOPbIE POOUNTENN pacCKasanun, YTO UM He XBaTuno cneumanbHOro
YPOKa CHATUA MEPOK.

3afgeprKKa CpOKOB MoOsy4YeHUs, 3Ha4MMO CKasaBLlanaca AJ1A MHOIMX CEMEN
Ha BO3MOXHOM cpoke ncrnonbdoBaHua TCP, a Takxe npobniemMbl ¢ 3aMepaMu
Oblnn onncaHbl 60SIBLUNMHCTBOM MHGOPMAHTOK N MHPOPMaHTOB GOopManbHo;
OHW, CKOpee, Nepedymncnianm n o6bACHANN NPUYNHBbI BO3HUKLWNX Npobrem,
a He Ha3blBasiM BUHOBHbIX. TaKMM 06pa3oM MHPOPMaHTKN N MHPOPMaHTbI
B MHTEPBbIO N36eratoT KOHPNKTOBATbL C MPOoeKTOM npegocTaBneHna TCP.

OXunpaHune, poctaBKka U NPUEMKa KOJIACKMU

YyacTtue B KpayadaHOouHre n oxmnogaHue (MHorga oonroe, oo roga) nonyye-

HUSA KONMACKUN MHOOPMAHTKN U MHOPPMAHTbl MAaPKNPOBAN «KOHO TOFO CTOUIO,
OEMOHCTPUPYA COO3HNYECTBO C MPOEKTOM. Poontenn o4eHb BbICOKO OLLEHWN
BO3MOXHOCTb Bblbopa cnocoba n BpeMeHn O0CTaBKU, a TaKXe NpOoCTOTY Nogro-
TOBKU KONIFICOK K NCMOSIb30BaHMIO.

FlepBble BrniedaT/1IeHUA N npouecc oCBOEHUA KOJIACKHA

MHorvne nHPopMaHTKM N MHGOPMaHTbI COOBLLN, YTO UM Ka3anacb Hepeanu-
CTNYHON BO3MOXHOCTb nony4ntb TCP B nonb3oBaHue 6ecnnatHo. [ToMnmo aToro
daKTOopa, NepsBble OLEHKN 3aBUCAT OT yCrexa OCBOEHNA KOMACKN pebeHkoM. Ecnn
pebeHOK BbICTPO OCBOWIT KOMACKY, POAUTENN COOBLLAIOT O €ro NOSIOXNTENbHbIX
aMOLMAX 1N HOBOM onbiTe. Ecnn pebeHoK 0CBOMT KONACKY HE cpasy, poanuTenn
B UHTEPBbIO OO6bACHAKT 3TO MMEHHO «3aMeLIaTeENbCTBOM» U CITOMHOCTAMU
B 0by4yeHunmn peberHka ynpasneHunto TCP. Ecnn ocBoeHme KONMACKM 3aBEPLUNIIOCH
Heypaden, poanTtenn o6bACHANN 3TO OCOBEHHOCTAMN AnarHosa, MelarLwmMmn
akTnBHOMy ynpasneHuto TCP, nnbo, B cnyyaax guarHo3sa AL, HepocTaToO4YHbIM
KOJINYECTBOM MOAAOEPHKEK B AN3aHE KONMACKN. B Taknx cny4asax pogutenn nono-
YUTENbHO OLLEHNIN BO3MOXXHOCTb NepenaTthb KOMACKY OPpYroMy pebeHKy.

[axxe B ceMbsXx, UCNbITaBLWNX TPYLHOCTN B OCBOEHUN KOMACKU, MHOOPMaHTKMN
N NHPOPMaHTbI CTapatoTCA NPOLEMOHCTPMPOBaTb ApYHentobune K KoNacke
N K NPOEKTY B LLEeSIOM. V1 No3nTmnBHbIE, N HEFaTUBHbIE OLLEHKN CHOKYCMPOBaHbI
YXE Ha CaMOW KONACKE; poaUTENN CTapatoTCA «NepeBecTu» ON1A NHTEPBbOEpPa
MHEHWE O KONIACKe pebeHKa 1 NoKasaTb ero\ee BO3MOXHOCTU ocBoeHUsA TCP. Tem
HEe MEHee B POJIN pacCKa34dnka pognTesnn B 3TOM TEMaTUHECKOM pasfene 3aHu-
MaloTCA KOHTPOsIEM HappaTuBa, a NogpobHble 0OBACHEHNA peabnnTauMoHHbIX
cuTyaunm N npakTuK pebeHKa B KOJIACKE B pacCKasax 3Ha4MMO MapKUpyroT
X ONA cnywaTena Kak poanTenen-aKcnepTos.



30Hbl UCNONb30BaHNA KOJIACKM

JleToM 4yacTb ceMen Ncnonb3yeT KOJIACKY BHE A0Ma, a TaKKe B OJINTENbHbIX
noesgKax. 3MMON HUKTO N3 MHOOPMAHTOB N NHGOPMAHTOK HE NCMONb3yeT
KOMIACKY BHE MOMELLEHUNIA.

MpnYNHbBI OTKa3a OT NCNOJIb30BaHUA KOMACKN BHE OoMa:
HeT OOCTYNHON cpeabl;
pebeHOK HEQOCTATOYHO Pa3BUT;
CTpax NOSIOMKW.

[ns 0QHOW ceMbI faXe UCMOSIb30BaHME KOMACKN AoMa OrpaHUYeHo, POANTENN
OTMEYaloT, 4TO PeBEHOK Nyylle NepenBUraeTca Nnon3aHnemM.

B pazpene pogutenn onncbiBaloT «KHOPMasibHOE» NCMOSIb30BaHNE KOMACKN
KaK «noTpebneHmne» MHCTpyMeHTa/npoaykTa. NMpobnembl, CBA3aHHbIE C MOBCES-
HEBHbIM WCMOJIb30BaHNEM KOJACKU, 6OMbLINHCTBO MHPOPMAHTOB/MHPOPMaAHTOK
TaKXe NOLAET KaK COOTHOLLEHME OKpYXatoLwel cpenbl U NoTpebHOCTEN OeTeN,
B KOTOPbIX KOJIACKA NrpaeT BTOPUYHYIO POJib MHCTPYMEHTA, MMEIOLLENO «eCTe-
CTBEHHbIE» OrpPaHNYEHUA.

BneyaTtneHuAa OT KONIAAICKU U OLLEHKa ee BJIMAHUA Ha XXU3Hb pGGEHKa

VIHpopMaHTbl 1 MHGOPMaHTKM COOBLLLAOT TaKMe MapKepbl MOTOXUTENbHbIX
N3MEHEHUNI B YXN3HWN CBOUX OETEN:
 yBeNM4YeHne MobubHOCTU, aKTUBHOCTM U CAaMOCTOATENIbHOCTY;
nccnepoBaHue goma, 40CTYN K HOBbIM MOBEPXHOCTAM U NpeaMeTamM;
obLLeHne ¢ ApyruMn geTbMu;
N3MEHEHWNE OTHOLWEHNA CaMNX POAUTENEN K LLeNAM peabunmntaumnun.

OueHrBas NONOXUTENBHO OMNbIT U pe3ybTaTbl y4acTuA B MPOEKTE, POANTENN
BblpakatoT TPEBOry N CTpax nepen 6ynywmM CBOUX OeTe Nocrie 3aBepLlleHmns
LMKAa NCNonb30BaHMA KONACKN. Pogntenn «pacKpbiBaoTCA» N A4EMOHCTPU-
PYIOT 4OBEPUE K MHTEPBbIOEPAM, paccKasbiBasd 06 aMoLumoHanbHoOW paboTe,
CBA3aHHOIN C KONACKOW: GOPMYNMpPYA MOMOXKUTENbHbIA OMNbIT NAEHTUPUKaLNN
KOJTACKW KaK YaCcTu CEMbM, OMUCbIBaA peasibHble, 3Ha4YMMble 418 HUX NpobneMbl
oynyuwen peabnnutaymm pebeHka.

Mpo6nemMbl ¢ UCNONIb30OBaHUEM KOJIACKU, MOJIOMKU U B,0PaboTKU

B aTom paspene cobpaHbl KOHCTPYKTUBHbIE MPO6EMbI Y3/10B KOMACKMN, O KOTO-
PbIX COOOLWNN B UHTEPBbLIO MHGOPMaHTbI 1 MHPOPMaHTKN (B NopsaaKe ybbiBa-
HMA KONMYEeCTBa YNOMUHAHWNN):
- npobnema c nonagaHWeM NasnbLEeB NOL KPblNbS;

HEOBXOAMMOCTb YaCTON NOAKaYKN KOMEC;

npo6nemMbl C pacliaTbiBalOWMMCA aHTNONPOKNAbIBaTENEM;

npo6nemMbl C paccTernBaoWNMCA KOPOTKNUM U HEHAOEXHbIM PEMHEM;

NMOJSIOMKa MOAKPbISIOK;

O Ha py4Ka COMpOBOXAatoLWero BMECTO ABYX N €€ HU3KOE Ka4yeCcTBoO;

Koseca Yyepecyyp BblIHECEHbI Ha3apg,

OTCYTCTBME HEOBXOANMbIX 3/IEMEHTOB NOOAEPKKN U KPENNEHU ONA HUX;

NOJIOMKa pPy4YKn BNTOKMPOBKN TOPMO3a;

noagyLwKmy MewaroT rnyboKonm nocagke pebeHKa.

O6paTnTe BHMMaHuMe: 6osbluaa YacToTa YNoMMHaHNIN He o6A3aTeslbHO O3HavaeT
6oJsiee BbICOKYIO 3Ha4YMMOCTb NMPO6sIEMbI.



MpennoxeHnsa no MmoandUKaLMM KOMIACKN N Pa3BUTUIO NMPOEKTA

B aTom pazgene cobpaHbl npeanoxxeHna MHPoOpMaHTOB U MHGOPMaAHTOK
Mo yny4lweHUto NpoeKTa.

CnepBa obpaTuMcCA K NpenIoXKeHUAM no aopaboTKe cyuecTBylowen
MoJfesIn KONACOK:

dunKcauna n onopa ANAA HOr;

duKcauna KoneHew;

OOKOBblE MOOAEPHKY;

aboyKTop;

YeTbIPEXTOYEYHbIN peEMEHb A1A MOALEPHKN N obecneyeHns npaBusib-
HOW NMocapkKu;

BO3MOXHOCTb OOKYNUTb HEOBXOOMMbIE MO AEPHKMN.

BoNbWNHCTBO 3TUX MPEASIONEHNN NCXOOUNNO OT POAUTENEN AETel C AnarHo-

3om ALIM.

MpennoXeHnsa No BKAKOYEHUIO B MPOEKT ApYyrux MmoampuKaumn paHHom
(vnn MHOK) Mopenun KONACKN, KOTOPbIE NpenoiaratoT 3Ha4YUTENbHYO gopa-
O0TKY Mooenu:

BK/TIOYEHNE B MPOEKT KOMACKN C ABYMA KOJiecaMum cnepeau;
BK/TIOYEHWNE B MPOEKT pa3aBUMKHON, «pOCTOBOW» KOMACKN, KOTopas
nos3sonuna 6ol yBenn4ntb Cpok ncnonbdosaHna TCP no mepe pocTa
pebeHKa;

BK/TIOYEHNE B MPOEKT CKIa4HOW KOMACKN, YTO YNpoCcTuno 6bl nepemele-
HMe Npu Noe3gKax.

MpennoxeHnsa poanTesnel No BHECEHUIO N3MEHEHUI B paboTy NpoeKTa:

Hann4ne NpobHOro Nnepunopaa, 3a KOTOPbIN MOXHO 6b1/10 6bl MOHATD,
noaxoauT N pebeHKyY KOMACKa;

Hann4me Bble3OHOro aKCMepTa 417 NPOBEAEHNA 3aMEPOB;
Hann4mMe 4ONOSIHUTESbHbIX YPOKOB MO 3aMepamM.

BbiBoAabI

KntouweBon BbIBOA, N3 NMPEACTaBIEHHONO HAPPAaTUBHOIO aHanns3a NHTEPBLIO:
poauTeENN OEeTEeN, MONYHYMBLUMX KOJTACKN, CKJTOHHbI BBIHOCUTb Ha NepBbI
nnaaH nonoxurtenbHyo oueHKy TCP u npoekTa B uesiom. Npun aToMm nHpop-
MaHTKN N NHGOPMaHTbl N36eraroT NPAMO BbiICKa3biBaTb KPUTUKY, COMHe-
HUA 1 paXke NPOABNATb COGCTBEHHYI 3KCMEPTHOCTb: OHUM cTapatTca nnbo
CMArYnNTb KPUTUYECKYIO OLLEHKY, MOMECTUB €€ B pacCKase Nocsie Uin Mexay
MOSIOXNTENBbHBIMU OT3biBaMU, NGO N3MEHNTb NMPEAMET, Ha KOTOPbIN KpUTU4e-
CKaf OLLeHKa HanpaBJfieHa.

Mpwn 3TOM «MNog, MOBEPXHOCTbLIO» OA0OPEHNA NMPOEKTa POANTENN OETEN,
HaxXoOAWMXCA B CaMbIX pPa3HbIX peabunntauMoHHbIX CUTYaunax, NPOABAAIOT
AeATeNbHOE BHMMaHUE K CYLLECTBYHOLLMM HeAO0CTaTKaM N BO3SMO)XXHbIM
YNY4YLEHUAM KOJIACOK; X KOHPOPMHaA Mo3nLma MOXET 6biTb 06 bACHEHA
4YyBCTBOM HE3alWULWEHHOCTHU, PUCKOM NOTEPU BO3MOXXHOCTU Y4acTBOBaTb
B NPOEKTEe, YYBCTBOM OTBETCTBEHHOCTMU Nepen NPOEeKTOM, NpenocTaBuB-
wum TCP 6e3B03Me3HO, a TaKXe 06w MM YyBCTBaMU HeonpeaeneHHOCTN
N HEYBEPEHHOCTN B COBCTBEHHOW 3KCMNEPTHOCTU, O KOTOPbIX Mbl FOBOPWUIIN
B 0630pe nuTepaTypbl.
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[NocTaHoBKa BOM poca,

BBEOEHWE

B TeueHne nocnegHux opyx net 50 poccumnckmnx cemen,
BOCMUTbIBaAKOLWME OETEN C OABUraTesIbHbIMU HapyLLEHNAMN,
MOJSIy4YNIN B NOJIb30BaHMNE aKTUBHbIE KOJTACKUN, N3rOTOB-
NeHHble POCCUNCKUM NPON3BOOUTENEM N NMPenocTaB-
neHHble poHaom «Vrpa» nccneposaHunsa. [NepenaHHbie

B MOSIb30BaHNe TEXHUYECKME CpencTBa peabunntayun

1 nx Komnnektywuwme (panee — TCP nnéo kKonacku) 6binn
3KCMepUMeHTanbHON NapTnen nagennin. YcnewHbin npo-
€KT JIOKanbHOro NPON3BOACTBA aKTUBHbIX KOJIACOK MOT 6bl
3aKpbITb HA POCCUNCKOM pbiHKe TCP Huwy Mmexay npumMm-
TUBHbIMU N OEWEBbIMU KOMIACKaAMU, YXKe NMpon3BOaALLN-
MUCH B CTpaHe, N Ka4eCTBEHHbIMW, HO LOPOrOCTOALLNMM
N TPYLHOAOCTYMHbIMW YCTPOMCTBaMMN €BPOMNENCKOrO
npon3BOLCTBA.

C ooHOI CTOPOHbBI, TEXHNYECKOE 3adaHne CO34aHHbIX
KOJIACOK MOTJI0 He MOSIHOCTbIO COOTBETCTBOBATbL MHTEPE-
caM rnosiyyatenen; Take BO BPEMA aKTUBHOIMO NCMNOSb-
30BaHMA MO NPOABUTLCA HeABHble HepocTaTkn TCP
WU CBA3aHHble C HUMK BbiTOBbIEe HeygobcTBa. C gpyron
CTOPOHbI, MHOTrMe U3 geTten, 6€3Bo3Me34HO MosyymB-
WX aKTUBHbIE KOMACKW, HYXXaganucb B TCP Takoro tuna.
Vicnonb3oBaHue npenocTaBNeHHbIX KOMACOK 3HA4YMMO
YIYYLWNAO0 NX KAYECTBO XN3HN N Aano gocTyn K HOBOMY
onbITY.

CucTteMHan oueHKa 3pPeKTUBHOCTN peasrin3oBaHHOIro
NMpoOeKTa NpenoCcTaBneHNA KONACOK OCNTOXHAETCA pas-
HbIMM TUNaMn OMarHO30B AeTeln, KOTOpPbIM NpeaocTaB-
nAnacb MoAenb KONACKW, a TakKe pasnnymaMm B coum-
anbHO-3KOHOMUNYECKOM MOJSIOXKEHUN CEMEN, KOTOPbIE
y4yacTBoBanu B npoekTe. Pooutenn geten ¢ pasHbiMu pea-
OUNNTALVNOHHBIMU CUTYaLUAMU, KOTOPbIE MNBYT B HEOOAWN-
HaKOBbIX MOBCEAHEBHbIX MPOCTPaHCTBax, fanun 6ol TPyLHO
cConocTaBMMble OTBETbI Ha TUMOBbIE BOMPOCHI aHKETUPOBa-
HUA. [TATNAECATU CYLLECTBYOWNX KENCOB Mano A1A pas-
bneHmna BbIBOPKN Ha AOCTaTOYHbIE ANA CPABHUTENbHOIMO
KO/IMYECTBEHHOr0 aHannsa rpynnbl. B cBA3n ¢ 3TM 6bI10
pPEeLEeHO cocpenoToUnTb GOKYC NCCrefoBaHNA Ha NY-
HOM NOBCEOHEBHOM OMbITE POOUTENEN, yHaCTBOBaBLUNX
B MPOEKTE.

Cy6beKTMBHDIN OMNbIT NALMEHTOB (U ceMel NauneHToB)
3Ha4YMMO CBA3aH C KIIMHNYECKMMIN pe3ybTaTaMun NevyeHns
n peabunutayumn’; coumonormn4yecKkoe 3HaHue, oobean-
HAKOUWLee MEONLMHCKNE N COLLMOKYNbTYPHbIE MPOLECCHI,
CNocobHO 3pPEKTUBHO TPAHCINPOBATb U UHTEPMNPETU-
poBaTb CYOBHEKTMBHbLIN OMbIT B MHTEPECax NauneHToB
N MeAVLMNHCKNX cneymanncToB? lccnepgoBaHunsa onbiTa
noaen ¢ NHBaNMAHOCTbIO B MOCTCOBETCKOM MPOCTPaH-
CTBE MOKas3blBalOT 3HA4YMMOCTb COLNOKYNbTYPHOIO KOH-
TEKCTa 1 ero posib B ycnexax n Heygadax peabunutaumu,

11
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MPOTUBOCTOAHMNIO CTUIME, YCMELHON NHTEerpaumnmn

B dM3nNYECKYo 1 coumanbHyto cpeny®. Takum obpasom,
paccMmaTpuBan ncnono3opaHme TCP nccnegyembiMin

B 9TOM NPOEKTE CEMbAMUN KaK couMnanbHO 3Ha4YMMoe aen-
CTBWE, Mbl MOXXEM MOJTy4YNTb HOBOE peNeBaHTHOE 3HaHNe
0 nmocnencTBMAX ncnonb3oBanHma atnx TCP.

ViccnepoBaHmne ncnonb3oBaHna TCP B Ka4eCTBEHHOW
MEeTOoL0/1I0rNnN 3aTPYAHAET 3KCTPanoNALNIO pesynbTra-
TOB Ha OpYyrue CXOXue criydyanm, HO No3BosiAeT AobnTbCA
MOHMMaHWNA NPOLLECCOB B UCCNeayemMoM none.

[Mpn aTOM B TaKo MeTOA0M0r NN HeEOBA3aTENBHO
oxBaTblBaTb B cOOpe AaHHbIX BCE N3BECTHbIE CNyYan Unn
nony4atb ¢opManbHO CONOCTaBMUMbI€ NCXOLHbIE AaHHbIE
(HanpuMep, OoTBETbI PasHbiX MHGOPMAHTOB Ha UAEHTUNY-
Hble BONpPOCbI). 3Ha4YMMble oA UCCnenyeMblix rMpoLiec-
COB TUNMYHble NpobeMbl ByayT BCTpeYaTbCA B INYHOM
onbiTe MHPOPMAHTOB B pa3HbIX NHTEPMPETALUAX; ECIN
nccnepoBaTento yaacTca ConocTaBnTb N TUNMN3NPOBaTb
3TN NHTEpNpeTaynm, OH CMOXET CO34aTb HOBOE aKTy-
anbHoe 3HaHme o6 nccnegyemomnm npobneme.

B cny4ae npoBoouMoro nccnegoBaHma NpaMon
OOCTYyn K CUTyaLMAM NCNONIb30BaHNA aKTUBHbIX KOMA-
COK 3aTpygHEH — y4yacCTBYIOLLME B MPOEKTE CEMbU
MPOXXNBAIOT B pa3HbIX PeErnoHax, KpoMe Toro, oetTun
B CEMbAX MNOJb3YIOTCA KOIACKaMIN YXe ONTNTENbHOE
BpeMA, COBMECTHOE n3y4vyeHune n oceoeHmne TCP «B
peanbHOM BpeMeHN» HEBO3MOXHO. B Takon cutyauyun
caMbli LEHHbIA UCTOYHUK 3HaAHUA 06 UCNOJIb30BaHUMN
aKTUBHDbIX KOJIACOK — UHTEPBbIO C YieHaMUu ceMewn,
y4yacTBylOLWUX B npoeKTe. PacckasbiBaa 06 onbiTe
NCNONb30BaHNA KOMTACOK OEeTbMU, X poanuTenn 6yayT
cTapaTbCA NPeacTaBUTb U CBA3aTb MeXOy COO0W 3Ha-
YMMble A1 HUX COBbITUNA TaK, YTOObl OTPa3nTb CBOU
MHEHWNA 1 Mo3nunn. Takme pacckasbl 6ygyT criegoBaTh
onpeneneHHon CTPYKType: nocnenoBaTesibHO ONMCbIBas
ncrtoputo ncnonblosaHna TCP, nHopmMaHTbl poKycu-
PYIOTCA Ha KOYEBbBIX 3Tanax — CobbITUAX, KaYyecTBax
TCP n cnocobax nx noBcegHEBHOro0 NCMNOJIb30BaHNA, —
YTOObl OB BACHUTb 3HAYEHMNE STUX KITHOYEBbLIX COBbITUN/
KayecCcTB B KOHTEKCTE BCEro pacckasa. KoHuenTtyanmaa-
LWA N CpaBHEHME TaKMX 3TanoB NMNO3BONAET NOHATb, KaK
NHOOPMaHTbl OCMbICNAIOT CBOW XN3HEHHbIN OMNbIT N KakK
CMbICJT UX YXU3HEHHOIO OMblTa BKJIKOYEH B UX CoLmarb-
Hble B3aMoOencTBmna“,

Bbi6bopKa nccnegoBaHna COCTOUT U3 2 UHTEPBbIO
C 3KcnepTaMu 1 18 UHTEpPBbIO C YieHaMU ceMen, yya-
CTBYIOLWMNX B MPOEKTE.

VIHTepBblO C aKcnepTaMm NpoBeneHbl A8 YTOYHEHUSA 3. Rasell M. et. al (2014). Disability in Eastern

Europe and the Former Soviet Union:

CTPYKTYPbI N cOogepXaHnA raVI,D,OB, noaroToBKM K BXxony History, policy and everyday life. (Edited By
B MOJIE 1 HAKOM/IEHWIO PeNEeBaHTHbIX 3HaHNN 06 NCMoMb- e pracskaiz-smirmove)
30BaHN aKTVBHbIX KOMIACOK B peabunutaunm geTe. 4. Bury, Mike, and Lee F. Monaghan. 2015,

“lliness Narratives.” Pp. 82-86 in Key Con-
cepts in Medical Sociology. 55 City Road:
SAGE Publications, Ltd.
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JKcnepTbl UCCNnenoBaHUA:

Mpnsep MexpyHapogHbIX COPEBHOBaAHNM MO TEHHUCY
Ha konAackax NonunHa LWaknpoBa; akcnepT rno onbITy,
MamMa pebeHka co CMA CeeTnaHa; Bpay-HeBposor, pnan-
yeckunin tepanesT, anpekTop AHO «Punsnyeckana peabu-
nntayna» EkatepmnHa Knoykosa.

TaKky<e Mbl NpOBENIN BCTPEYY CO cneymannctaMmm
LeHTpa no noabopy u npopame TCP Care Place (CaHKT-
MeTepbypr), B X04e KOTOPON 03HAKOMUITUCH C TEXHUNYE-
CKMM yCcTponcTBOM Konacku Kinesis, npenoctaBfieHHON
y4YaCTHMKaM MPOeEKTa, a TakXe Noay4Ynin ncyeprbiBato-
e KOMMeHTapun O ee NCMOosb30BaHUK OT crneumnann-
CTOB, paboTalowmx B peabnnmutaynum geTen c oBuratenb-
HbIMW N MHOXXECTBEHHbIMW HapyLUEHNAMN.

[na cospaHna BbIBOPKU ceMen yHaCTHUKOB Npo-
€KTa Mbl pacnpenennnm Bcex y4aCcTHUKOB Ha rpynnbl
cornacHo Tuny gmarHo3sa pebeHKa 1 3aTeM B Ciy4al-
HOM nopsaaKe otobpann 6 NHPOPMaHTOB ANA KaXaou
rpynnbl. BHyTpu rpynn 6bi1 co3pgaH gonoNHUTENbHbIN
KpUTEpPUIN HacbiweHna: 3 MHPOPMaHTa U3 KPYNHbIX
ropopoB (41cneHHocTb HaceneHuna 6onee 500 Thic.),

3 nHpopMaHTa U3 N6bIX APYrMX HaCeNeHHbIX NYH-
KTOB. Tako nog6op MHGOPMaHTOB N NHPOPMAaHTOK
MO3BOJINT HAM KaK pelnTb Kak NpobnemMy penpeseHTa-
LW pasnnyatomxca cryvaes, Tak n npobnemy HeocBe-
OOMEHHOCTU O NINYHbIX CUTYaunAxX MHPOPMaHTOB, NMe-
IOLLWX 3HAYeHMe ONA nccnegoBaHua.

®oHp «Nrpa» B nnaHMpyeMoM nccrenoBaHnn NHTe-
pPecyoT 2 KJIlo4EeBbIX Bonpoca:

Kakue HepgocTaTKU, MOMEXU
n HeypobcTBa, cBA3aHHble ¢ TCP,
3Ha4YMMbl ANA 3TUX ceMen?

Kak nameHunnacb Xn3Hb ceMen
nocne nony4vyenmna TCP?

MocTtaBneHHble doHAOM «/rpa» Bonpockl Npeano-
naratoT rnonyyeHne nHdopMaLnm o 4ONroOBPEMEHHOM
NCNONb30BAHUM aKTUBHbIX KOMTACOK N MPOUCXOOALLNX
B T€YEHME NCMONIb30BaHNA Ka4€CTBEHHbIX U3MEHEHMSIX.
YunTbiBaa 3TOT 3aNpocC, Mbl PELWWNN COCPELOTOHYNTLCSH
Ha aHannse CTPYKTYpbl HApPPaTMBOB NMHGOPMAHTOB.
NHTepBbtO C YleHaMn CeMEN, yHacTBOBaBLUMX B MPo-
eKTe, COCTOUT U3 3 3Tanos:

14 |4

KpaTKkne BBOLHbIE BOMPOCHI

lNpocbba pacckasaTb YTouHAwwWwme BONPOCHI,
06 orbITe NCMosIb30BaHUA
Y = «ro NOpPAOKY» pacKpbIBalOLLME KITHOYEBDBIE
I-(OH‘;'apI-(TaX co cne VIaJ'IVICTaMI;l NCTOPUIO NMoJsly4yeHud TeMbl pacckasa 06 onbiTe
H 1 NCMOJIb30BaHuA NCMNOJIb30BaHNA KOJIACKN

M UCTOYHUKaX MHPOpMaLLUK

aKTVUBHOW KOJIACKM
0 peabununtaumn
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[Mpn NnpoBeneHNN N aHann3e NHTEPBbBIO Mbl Crle-
[oBan MeToay PEKOHCTPYKLUUMN 6uorpadpunyecKoun
paboTbl, KOTOpbIN pa3paboTtann AHHa TeMKnHa n EneHa
3ppaBomMbicnoBa®. KntoyeBasa noen aToro metoga —
MoKasaTb, KaK pacCKasuyunKun «cobupatoT» cBOW noee-
CTBOBaHMA, nNocnenoBaTenbHO BbiIbMpaa 1 onucbiBasn
KtoYeBble COBbITUA, KOTOpPble 0603HaYyaloT MECTO pac-
CKa34YMKOB B XXN3HU N pacCKa3bliBaeMon nctopumn. 3aga-
4yen nccnepoBaTena NpPY TaKoM NHTepnpeTaunm cTaHo-
BUTCA pa3aesieHue HappaTuBa Ha KJlloueBble cCObbITUA
M onpepeneHue posivu 3TUX CO6bITUI B KOHTEKCTE
BCero pacckasa. Metop no3sonset 4obutbcA HacblLwe-
HNA aHann3a, POKYCUPYACb Ha AOMNOSTHEHUNAX U MOACHE-
HNAX, KOTOPbIE NCMNONb3YIOT NHGOPMAaHTbI AJ1A pacKpbl-
TLA CBOEWN TOYKN 3PEHNA HA ONUCbIBaeMble CObbITUA.

[MTOMMMO OCHOBHOIO MeToda NHTEpPNpeTaLnum NHTep-
BblO, B @aHann3e Mbl TaK)XXe CUCTeMaTU3npoBsanm
M 0606w, paccKa3sbl 0 Npob6neMmax u Heypob6cTBax
MCNOJsIb30BaHUA NpeaocTaB/IEHHbIX KOMIACOK, cHabaone
yNOMUHaeMble Clydan OnmcaHUeM KOHTEKCTa ANiAa Nyy-
Wero NOHNMaHNA YnTaTenaMmM CyLLHOCTN Nepedncnse-
MbIX Npobnem.

ATuKa paboTbl NPoOBEAEHHOr0 NCCIEN0BaHNA
OCHOBaHa Ha BHMMaHUN K MOTPeBbHOCTAM 1 KOMPOpPTY
nHPopmMaHTOB. Hawa 3agaya — MMHUMU3NpoBaTb ON1A
NMHPOPMaHTOB NtOObIE PUCKN, B TOM YMCI1E€ BO BPEMA KOM-
MYHUKauun ¢ npeactasutenamm ¢oHpa «Vrpa», n obe-
CrnevYnTb MaKCUMarsbHO MOE3HbIA pe3ynbTaT A1A BCEX
y4YaCTHUKOB npoekKTa. [logxopn K nccneposaHnio obcTon-
TENbCTB XU3HN OeTEeN C OCOBEHHOCTAMU pa3BUTUA 00N~
YeH pedneKcnpoBaTb HOpMaTMBHbIE YCTaHOBKU (Meaun-
LMHCKME, NOBCEOHEBHbIE) N MO3BOMATb BbIXOAMNTb 3@ UX
npepenbl. Mbl cHuTaeMm, 4TO pebeHOK Hawnx NHPopMaH-
TOB — He OObEKT aHanmsa, KOTOPOMY MOXHO nMpunucaTb
YHUBeEpCanbHble Ka4yecTBa, NCMOMb3yA «OObEKTUBHbIE»
WHCTPYMeHTbI. [1nA Hac Kak nccneposatenen pebeHoK
OOMKEH OCTaTbCA APYrMM, O KOTOPOM Mbl HE MOXXEM
BbIHOCUTb anpuoOpPHbIX cyxaeHnn. [letn n nx pogmrtenn
UBYT HE TOJIbKO KJIMHNYECKUMIN N NOBCEOHEBHBLIMU
npobnemMmamm, HO U CO6CTBEHHOW MPUNBATHOWN YN3HbIO,
LLEHHOCTN, PagoCTu N peLleHNa KOTOPON Mbl HE LOMKHbI
TPEBOXUTLE,

K coxxaneHuto, CPOKN NpoeKTa He NO3BOINAN HaM
nopaTb 3afABKY Ha BepudumKaLmno NpoBogNMoOro nccne-
poBaHunA aTnyeckon komuccmenm CaHkT-lNeTepbyprckon
accouwvauum coumnonoros. B cBA3n ¢ 3aTUM Mbl pyKo-
BOOCTBYEMCA BbIHECEHHBIM KOMUCCUNEN PELUEHNEM MO
3anaBKe oT 21 noHa 2021 roga no npegblaywemy nccne-
[0BaTENIbCKOMY NMPOEKTY U MPUMEHAEM aHanornyHbie
CTaHgapTbl 3aWNTbl INYHON NHOpMaL NMHPOPMaHTOB.
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—— OB30P TEOPETUYECKOW

JINTEPATYPbI

Hawa TeopeTtnyeckana paboTa B 3TOM NMpOEKTE pa3BMBaeT
cucTeMaTM3auno N HaXogKM NpenbiayLwero nccrenosa-
HUA, A9 KOTOPOro Mbl MPOBENIN CETEBON aHanns3 nybnu-
Kaunin MegunKo-CcoLNOSTIOrNYECKNX N CECTPUHCKUX UCCne-
JoBaHUI noBceaHeBHOro ncnonb3opaHna TCP gpetbMun

C ABUraTesibHbIMN HaPYLWEHNAMMN.

Torpa Mbl O6HapPYXUN CyLW,EeCTBEHHOE pa3aerneHne
Mexnay: 1) MegnKanmsanpoBaHHbIMM TEKCTaMm, ONUCbIBa-
IOLWVMN ONTUManbHYO paboTy ¢ nauneHTaMun s nosy-
YEHUA KITMHNYECKN 3Ha4YnMMon nHbopmaumm n peabu-
NINTALMOHHBIX PE3YNLTATOB U 2) KOHCTPYKTUBUCTCKMMMU
N KPUTUNYECKNMUN NCCegoBaHUaAMN, yrnybnaowmmMmca
B TEMY HEBHMMaHNA K ObITOBbIM MOTPEOHOCTAM NaLneH-
TOB, CBA3M COLMAaNIbHOIrO OKPYXEHNA B NMOBCEAHEBHON
XU3HW C pe3dynbTaTtamMm peabunmtaumm, 3KOHOMNYECKOro
N reHOepupoBaHHOrO HEPaBEHCTBA.

K npnmepy, o4HO U3 nccnegoBaHnin N3 BTOPOW rpynnbl
MOKa3blBaeT, KaK CTpeM/IeHNe poautenen obecnedynTb
«HOpMasbHYIO» cpeany 0buTaHuA B XXUNbe N «HopMalb-
HbI» OB/IMK CEMbW HEFATUBHO CKa3blBaeTCA Ha peabu-
NUTaLNN N KaYeCTBe XN3HN pebeHKa’; MaTepun B CEMbAX
OeTen C ABMraTenbHbIMU HAPYLWEHNAMN HECYT «TPON-
HYIO Harpy3Ky», BbIHYXOEHHbIE cOBMeLl,aTb paboTy, yxon
3a pebeHKOM 1 ucnbiTbiBaTb Kygoa 6onee cuibHoOE nepe-
XUBaHME CTUrMbl OTBETCTBEHHOCTMN 3a peabunntauunto
pebeHKa, YeM OTUbI®; farke caMble OMnbITHblE POAUNTENN
[eTen ¢ gBuratesibHbIMM HapyLLeHNAMIN COOobLLLatoT,
4YTO cUMTalOT cebAa HeQOCTaTOYHO MHPOPMUNPOBAHHBIMA
0 peabunntaunm n He Haxo4AT NOATBEPHKAEHNI CBOEN
aKCnepTHOCTN ®.

ViccnepoBaHmnsa n3 nepBomn rpynnbl B OCHOBHOM ajpe-
COBaHbl Bpa4YaM-neguaTtpam n peabunnmntonoram, OCHoO-
BbIBaAlOTCA Ha OaHHbIX KITMHNYECKOW NpaKTukmn nnbo Bpa-
4yebHOro foCTyna K CEMbAM NaLMEHTOB; OHU NMOCBALLEHDI
cBA3N 3QPEKTNBHOCTU paboTbl MEAVNLVNHCKNX NMpodeccno-
HaNOB B KOHTEKCTE KOMMYHUKALUN C cCEMbAMU aeTen o,

CeTeBon aHann3 nybnmMKauni NokKasan 3Ha4nTesb-
HOe pasfesieHne No y3KNM TeMaTUYECKUM Npu3HaKaM.
Tak, OTOEeNbHbIV K1TacTep B cETU Ny6nMKaum nocBaALeH
nccnepoBaHVAM onbiTa geTen, UCNONb3YOWNX aKTUB-
Hble KOMACKN. Hmke Mbl npuBognM yrinybneHHbIn aHanns
coOepaHua aToro Knacrepa.

B 6ubnnoTteke peueHsnpyeMbix nybnnkaymin Web
Of Science no 3anpocy ALL=(«children» AND «assistive
technology» AND “use”) pocTynHbl 337 cTaTel, U3 KOTO-
pbix 189 cocTaBnatoT ceTb uutTupoBaHunin. Cetb npencrae-
neHa Ha puc. 1.
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YeM TeMHee KPYXOK nybninkaumm, TeM «ctaplue» npea-
CTaBJIEHHaA CTaTbA; pa3Mep KPYXKa oTparkaeT cpaBHU-
TeNIbHOE KOJIMYECTBO LUTUPOBaHWA 3TON cTaTbn. Kntoye-
Bble CTaTbM B LLEHTPE pucC. 1, Ha KOTopble Bonblle BCEro
ccblatTcA gpyrme nybnmkaumm, «ctapblie» U NOCBALLEHDI
npobnemMam cTurMaTu3aunm geTen, NCMNonb3yoLWwmnx
TCP*2, BnnaHuo ncnonb3oeaHus TCP Ha noBcegHEBHYO
YUN3Hb ™, 3TO onncaTeNbHblE KONTMYECTBEHHbIE CTaTbW,

B KOTOPbIX 4EMOHCTPUPYIOTCA NOCIeACTBUA CBA3N KN-
HUYECKNX NPaKTUK, dnusndecknx xapakrtepmctnk TCP

N coumnanibHO 3HAaYMMbIX UBMEHEHUIN, KOTOPbIE NMHNLNPY-
toTcA ncnonblosaHneM TCP. BbiBoabl cTaTben cogepaTt
pPeEKOMeHOaunn NoBbIWaTbh BHUMaHME K PasBUTUIO Y OeTen
CaMOCTOATENIbHbIX HaBblkOB ynpaBneHuna TCP, acteTnye-
ckoro cootBeTcTBUA TCP MHTEpecaM n OKpPYXKeHuto geTen,
BU3YyasibHO U MPaKTUYECKN CHUTbIBAEMbIM BO3MOXHOCTAM
rnybokon mogudunkaunm n agantayum TCP nog, Hy»x bl
MoNb3oBaTENEN — TaKMNE aKLEHTbl MO3BOMAT CHU3UTb
[aBlieHne cTurMaTusaunm n yCUnnTb HaBbIKK coumanb-
HOW aganTaunn geTen C WNPOKON Bapuaunen gnarHo3os,
o6beM OBUraTeNbHOro pa3BUTUA KOTOPbIX MOXHO NMpupae-
HATb K COOTBETCTBYOLWEMY YpOBHIO y geten ¢ GMFCS 1-5.

KnacTtepunsauma cetTn LNTUPOBaHNIA pasrpaHmnydmna
aHanusupyeMble Nybnukaunm Ha 22 knactepa (~9 ns HUx
[0CTaTO4YHO KpYynHble). BonblWNHCTBO KNacTepoB NposB-
NAET TEMaTUNYECKYIO NPUHaLIEXHOCTb 1 CBA3aHO Nnbo
c onarHo3som (Hanpumep, getu ¢ OLUM), nnéo ¢ Tunom TCP
(HanpuMep, aKTUBHbIE KOIACKW C 3N1EKTPOMNPUBOLOM).
MHormne KnacTepbl MNOCBALLEHbI PEe4YEBbIM TEXHOIOMMAM 1
WHHOBaUWAM B 06y4yeHnn geteinl KoOMMyHuKaumn. B kna-
cTepe, CBA3aHHOM C gmarHo3oM Spina Bifida, kauecTBeH-
Hoe nccnepoBaHue 2017 roga, OCHOBaHHOE Ha MHTEpP-

BblO C geTbMu — nonb3oBatenamm TCP ', dokycupyetca
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Ha NPOCTPaHCTBEHHOM MUCMNOJIb30BaHNM HOBbIX TCP.
PesynbraTbl MHTEPBbLIO MOKAa3bIBAIOT, YTO LETAM HYXHO
6e3onacHoe N KOMPOPTHOE OKPYXKEHME NPU aganTaunm
K HOBbIM YCTPOMNCTBaM, a TaKXe OTAeNbHOE NPOCTpaH-
CTBO, r4e OHN Mornn 6bl HE3aBUCMMO ncnonb3oBatb TCP
ONA y4acTnA B aKTUBHOCTAX BMECTE C CEMbEN U OPY3b-
AMN. HepgocTaTtoyHOE BHMMaHNE K CO30aHUI0 TaKUX 30H,
a TaK)XXe 3aBNCUMOCTb pebeHKa OT NoMoLM BeAyT K 6onee
penoKoMy n MmeHee abPEeKTUBHOMY NCMOSTb30BaHWIO, HEY-
na4yHoMy ocBoeHuto HoBbiX TCP. [MogroToBKa Takmnx 30H
N YCITIOBUI HE3ABNCUMOCTW AR pebeHKa Ao/mKHa MPONCXo-
OnTb coBMecTHO ¢ nogbopom TCP. [lpyroe nccnepoBaHme,
NCMonb3ylolLee CTaTUCTNYECKUI aHann3'®, NoKasbIBaeT, 4To
Ana pnarHosa Spina Bifida HepocTaTO4YHO N3Yy4YeHbl CIOXK-
HOCTW, CBA3aHHbIE C coumanmndaymen n oby4yeHmnem npum
ncnonb3oBaHnm TCP, HO NOBEPXHOCTHOE UM 3arno3gasioe
oby4eHune ncnonbzosaHnio TCP npenATCcTBYET AOCTUKE-
HUIO HE3ABUCUMOCTUN U coumanbHom aganTtauun. [MNpu aTom
nccnepoBaHne B3pocCsbix nonb3oBatesien TCP ¢ Tem e
OMNarHo30M® He NoKasasno 3Ha4YMMbIX OTSINYUIA B COLManu-
3aunm Mexay Nonb3oBaTeAMN aKTUBHbBIX KONMACOK, KONA-
COK C 39/1EKTPONPMBOLOM 1 NMaumeHTamMmmn, nepensuraoLm-
Mucsa 6e3 nomowwm Takmx TCP.

VccneposaHue 2021 roga, TaKxKe nocBALLEHHOE BfU-
AHWIO ncnonb3oBaHnA TCP Ha yyacTue nonb3oBaTenen
B MOBCEOHEBHbIX B3auMogenctemax?’, ncnonbaytowiee
MeTo, KMHTEPBbIO MO No4YTe» ¢ poautenaMmn 34-x geten,
UBYLLMX C ABUraTENbHbIMN HAPYLWEHUAMN (B TOM Yncne
29 peten ¢ [N, 2 pebeHka co Spina Bifida, 2 pebeHka
co CMA), nHTepecHo onncaHnem natrepHos Bbibopa TCP,
NCNoNb3yeMbiXx BHe foMa. Pe3ynbraTbl NOKa3bIiBatoT, YTO,
HECMOTPA Ha MOSIOXKUTENbHYO OLLEHKY NpeaocTaBNfAeMbIX
TCP, cnocobHbix obecrnednBaTb HE3aBNCUMOE NMepenBmmxe-
Hne pebeHKa, C POCTOM ANCTaHLUN NEPELBMKEHNA TaKKe
BO3pacTaeT 00NA AeTen, YbN KONACKN NPUBOAAT B OBU-
eHne poantenn/cnyTHMKN. Kpome Toro, NosnTmnBHan
OLLeHKa aKTUBHbIX KONACOK POOUTENAMMN Bbille KaK pa3
B CUTyauusax, npegnonaramowmx ganTenbHoOe nepeMelle-
HME N NOKa3aBLUNX YMEHbLUEHNE 0N C/ly4aeB CaMOCTO-
ATENbHOro NepenBmMmKeHna: ncnonblosaHue TCP B Topro-
BbIX LLEHTpax, WKose, AnuTesnbHbix noesakax. Npu atom
HUNYKE BCEro ypoBeHb OLEeHKN adpPpeKTuBHOCTM Taknx TCP
B CUTyauuaxX Urpbl, LOMaLWHEro NCNosb30BaHNA, BCTpeY
C OPY3bAMUN U NOCELLEHNA KYNbTYPHbIX MEPOMPUATUIA,
TO €CTb B TaKMX cUTyauunax, Korga getu ¢ 6onblen Bepo-
ATHOCTbIO ByayT nonb3oBaTtbea TCP HesaBmucumo. Vccne-
OO0BaHVe oCcTaBMAET WUMPOKOE Nose Afa NHTepnpeTaunm.
Mbl cunTaemM BaXKHbIM OTMETUTb, YTO pe3ysibTaTbl UCCNe-
0,0BaHNA NMoKasblBaloT CMeLLeHNe Y poguTenein npencras-
NEHNN O PONN aKTUBHbIX KOMTACOK U OLEHKN X 3bPeKTMB-
HOCTN Nog, BNNAHNEM PNINYECKNX BO3ZMOXKHOCTEN OEeTeN,
noBceOHEBHbIX ObITOBbIX MOTPEBHOCTEN CEMBU N HEQO-
CTaTKOB MHOPACTPYKTYpPbI.
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[locTaTo4yHO 3Ha4YMTENbHanA YacTb Nyb6nMKayun
NMOCBfALLEHA KOMACKAaM C 3/1IEKTPOMNMPMBOLOM; K MPUMEPY,
MeTa-uccneposaHne 2013 roga’® nokasbiBaeT, 4TO UMMae-
MEHTaLWNA TaKUX KONACOK adbdeKTMBHA ANA AeTen OT roga,
NCNbITbIBaOWMNX HEAOCTAaTOK HE3AaBUCUMON MOBUNBHOCTW,
DaKe ecrin y HUX HEeT LocTaTouHbIX (MO MHEHMIO crieuma-
NINCTOB) NEPCMNEKTUB CTaTb NPOABUHYTbIMU MoSfib3oBaTe-
NAMN NPUBOAHbIX KONMACOK. KadecTBeHHOE ayTOaTHOrpa-
dunyecKoe nccnegopaHme'®, B paMKax KOTOporo 2 ceMbu
OOKYMEHTMPOBaAM C NOMOLLbIO BUOAEOKaMep aganTaLumio
cBOUX AeTen K MoTopHbIM TCP (Konfcke n ynpaBnaeMoMmy
NrpyLe4yHoMy aBTOMOOUIIIO), POKYCUPYETCA Ha MOMbITKE
nepenatb TOYKWN 3PEHUA CaMUX OEeTEN, KOTOPbIE PEOKO
OKa3blBalOTCA HE3ABNCUMbIMU MHPOPMaHTaMu, Npea-
CTaBNEHHbIMWN B nccnegosaHuax. AHanns matepuanos
dbopmMmupyet 4 KntoveBble TeMbI: (ANC)PYHKLNIO MOOUb-
Hbix TCP, yyacTne B NnoBCEOHEBHOW XN3HN, MPOABNEHNA
camMo3salunTbl, B3aNMO4eNCTBME CEMbU N NHOAYCTPUN pea-
ounnntTaunn. AT TEMbI, 3Ha4YMMble oA OeTen, pa3dbuBa-
t0TCA Ha nogpa3anensl. K npnmepy, 66CNOKONCTBO O POSA
TCP B ny6bnnyHom obnnke pebeHKa-nonb3oBaTtensa, pas-
NnnYarLmnecs peakynm He3HaKOMbIX Noaein, BUAALLNX
TCP, nonck BO3MOXXHOCTEWN HE3AaBNCUMMOW MOBUIBHOCTN
B NMOBCEOHEBHOM B3aMMOLENCTBMN C POANTENAMU, MONCK
BO3MOXHOCTW BbIbpaTb 1 MeHATb an3anH TCP, nepexu-
BaHWA O COOTHECEHUNN HeDOPMabHbIX YeNaHN YNeHOB
ceMbu N popmManbHbix KpuTepmes nposangepa TCP. Takon
aKLEHT Ha areHTHOCTN pebeHKa O4YeHb BaXKeH 1 NO3BO-
nsaeT paboTaTb C MHCTUTYLLMOHAaNbHbIMKN BapbepamMu (BHY-
TpW ceMbu, BHYTpu npoeangepa TCP), cnoco6HbIMK 3Ha-
4MMO NMoMeLlaTb Pa3BUTUIO N NNYHOW XN3HN pebeHKa.

Ewe ooHO nccnepoBaHme onbiTa UCNOSIb30BaHUA
TCP c anekTponpuBogoOM, BK/IKOHatoOLWeEee areHTHOCTb
peten-nonb3oBaTtenen, cGoOKyCMpPOBaHO Ha rpaHunLax Bna-
CTW Hapg, cuTyaumnein NCnosb3oBaHNA TaKUX YCTPOMNCTB °.
OHO TaKe Ncnonb3yeT TeEMaTUYECKUIA aHanns, cpaBHN-
Baf NMHTEPBbLIO C AETbMU, UX POAUNTENAMU N Creumnann-
cTaMun-peabnnutonorammn. AHann3s BbiABUN 3 KIOYEBbIE
TeMbl: NPENATCTBUA BKIKOYEHUIO B COLMaNIbHOE B3anMo-
nencTeue, Hem3beXxHoOCTb ncrnonb3oBaHua TCP, rpaHnLbl
BblbOpa B NpenocTaBneHnun n oby4eHnm Ncrosib3oBaHuto
TCP. ViccnepoBaHme noKasbiBaeT, YTO AETU, POOUNTENN
M cneymanncTbl NPUBOAAT CXOXNE NONOKNTENbHbIE
oueHkn TCP, HO nx NpMepbl pa3BUTUA HEraTUBHbIX
cueHapueB MOryT 3Ha4YUTENbHO pa3HUTbCA. [leTn oka-
3bIBalOTCA COOKYCUPOBaHbl Ha COLMaNIbHOMN ONCTaHLWW,
KoTopyto co3patoT TCP, HecMOTpA Ha HOBblE BO3MOXHO-
CTW coy4acTusa B Gpn3NYECKON aKTUBHOCTU (0COBEHHO
CO CBEPCTHUKaMN); poaunTenn o6ecroKoeHbl HEraTUBHbIM
BINAHNEM ObITOBbIX TPYAHOCTEN ncnonb3osaHna TCP;
crneunanncTbl BUAAT Npob/eMy B 3aMKHYTOCTU NpoLLec-
coB apgantaunn TCP Ha KNMHWYECKOM OMbITE N NINYHOWN
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aKcnepTuie peabunnnTonoros, BbiI3BaHHOW HeJocCTaT-
KOM CTaHOapTU3NPOBaHHOW NemnaTpnyYeCcKon NpaKkTuKn
paboTbl ¢ anekTponpuBogHbiMu TCP.

KonnyecTBeHHOE nccnepoBaHne HagEeXHOCTH
aKTUBHbIX KOJNTACOK, NCMO/b3YyoLWee ANCMNEPCUOHHbIN
aHanns?, petanbHO ONUCbIBaeT YA3BMMOCTU, CTaTu-
CTNYECKN 3Ha4YMMble ANA 4-X NPOEKTOB OOCTYMHbIX
KOMACOK, NpefocTaBnfaeMbix 6€3BO3ME3QHO HyXaato-
wmMmca B HUX getaMm. CneunanuncTbl, obcnyxmnearmLwme
npepoctasnsaemble TCP, npoxoaunnun onpocHuK 3 pasa:

B nepBble MecAubl obcnyxueaHna TCP, no npowe-
CTBUN roga obcnyxmBaHusa, NO NPOLWECTBNN OBYX NeT
obcnyxumnBaHua. B onpocHnKe nx npocunm 3anonHnTb
LUKasbl COCTOAHWA ONA psana y3/10B KOACOK (Hanpu-
Mep, CMMHKa, Kofleca, TOpMOo3a); TaKKe B AaHHble 6binn
BK/IHOYEHbI AMarHo3, reHaep, BO3pacT Nofib3oBaTesnen.
Taknm obpasom, nccnepgosaten NOAYYNIN NaHEb-
Hble OaHHble, MOKa3bliBaloLWMeE, KaKne y3nbl N3y4aeMblx
KOMIACOK YA3BMMbI Ha pa3HbIX BPEMEHHbIX MPOMEXYTKax
NCNONb30BaHNA N KaKNe CBA3U CYLLECTBYIOT MeXAY pas-
NNYHBIMN MOSIOMKaMU, MEXAY MOSIOMKaMn N gnarHo3om,
BO3pacToM, reHgepomM geten. Obwme gaHHble No 4-M
TUNaM KOMACOK MoKasanu WNPOKYH Bapuaunio OLLEHOK
COCTOAHUNA KOMMNOHEHTOB, a TaKXXe pasnmyua B Bapmaunm
OLLEHOK 3a pa3Hble nepunopabl ncnosibdosaHma TCP. Tem
He MeHee Bapuaym KOMMOHEHTOB 1 Bapuauumn no Bpe-
MEHUN OKa3anncCb He CBA3aHbl, TaKXe Bapuayunm OLEeHOK
Mo KOMMOHEHTaM OKa3asinucb criabee BapuaLnii OLEHOK
no nepmogam NCrnosib30BaHunA.

Mopenb yuynTbiBaeT pas3ninyne B KAYECTBE MEXAY
4-mA nccnepyeMbiMn TUNamMm KONACOK. Puc. 2 noKasbl-
BaET, YTO 3TO 3HA4YUT: Ha pa3HbIX 3Tanax NCNosib30BaHMA
TCP nponcxogAaT NONOMKN pasfiNnyHbIX Y3110B KONACKN.
Ha puc. 3 npuBegeH npuMep pacnpepeneHus oue-

HOK 019 OOHOW U3 Moaenen Konacok. Mbl BUOUM, 4TO
cCuOeHbe 1 TOPMO3a NPUXOAAT B 3HAYMMYH HEMOOHOCTb
nocrie roga UCnosib30BaHNA, paMa U NOOHOMKN — nocre
2 neT Ncnosib3oBaHnA, OCTallbHble KOMMNOHEHTbI B Cpef-
HEM OCTaloTCA B YOO0BNETBOPUTESIBHOM COCTOAHMN. EcTe-

CTBEHHO, 017 pa3HbIX MO,EI,GJ'IGI?I KOJTACOK OaHHbIE€ pa3nn- 21. Rispin, K., Riseling, K., & Wee, J. (2017).

. A longitudinal study assessing the main-
4aloTCA N NoKasaTenu MoryT 6bv|Tb KyOa Xy)Xe; npu 3ToM temanes condition of cadres of fout types
y BCeX 4-X OLLeHEHHbIX MOAENIEN KOMNACOK Ha pa3HbIX 3Ta- of wheelchairs provided in low-resource

o areas. Disability and Rehabilitation: Assis-
nax JoMasinCb pasHble y3/ibl, CyLlecTBOBa CTabunbHbIN tive Technology, 13(2), 146-156.

3 months post-delivery (n = 23) number 27 months post-delivery (n=18) Number

Comment categories occurring more than twice

Wheel locks loose, engage but not lock 18 Wheel locks loose, not engaging 13
Loose bolts holding seat to frame 9 Foot rigging loose or foot plate cracked 1
Seat cushion is hard/stiff Loose damaged caster bearings 1
Loose front rigging Wheels wobble at bearings 8
Quick release on wheels nonfunctional Vinyl or fabric torn
Minor wobble to wheels Quick release on wheels non-functional

Broken or missing arm rest

Seat cushion collapsed

Foot rigging has been repaired, replaced

wow o~

P N e R ]

Comments were categorized by topic and only topic categories appearing more than twice are listed.
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Habop yA3BUMbIX Y3/10B, BbIXOOALLMX U3 CTPOA paHblLue
rapaHTUNHOro cpoka (TopMo3a, CUAEHbA, MOAHOMXKN 1 Noa-

NOKOTHUKM). ABTOpPbI NpenfaratoT MMMIEMEHTUPOBATb CBOKO

CNCTEMY JIOHITUTIOLHOWN OLLEHKW NMPU 3arnyCKe HOBbIX MPOEK-
TOB NMPenoCTaBNIEHNA KOJTACOK.

B nepByto ouepenb, NnpuBegeHHble Nybnnkaumm geMoH-
CTPUPYIOT Y3KYIO cneundunky, pasnndma B METOLOIOMNN,
HecornocTaBMMble pe3yrbTaTbl UCCIIEA0BaHNN, MPOBOAM-
MbIX B chepe npenocTaB/eHNA aKTUBHbIX KONACOK. TeM He
MeHee HaM NoKas3asioCb NMPOAYKTMBHBLIM NPenJsIoXnNTb oA
O3HaKOMJIeHUA 3Ty NOOBOPKY CTaTEN, a TaKXKe OPUEHTUNPO-
BaTbCA Ha HEE B KOHEYHOM aHasIn3e COHBCTBEHHbIX OAaHHbIX
Mo ABYM NpUYMHaM:

KaXablh 3 NpeacTaBrieHHbIX TEKCTOB 3axBaTbl-
BaeT YacTb NpobnemMaTtukun, aktyanbHon gna ¢oHpa
«rpa», 6yab TO TEXHNYECKana peannsauma cbopa
NHbOpMaLVN NN BHUMaHWE K TPYOHOLOCTYMHOMY
CYHBBEKTMBHOMY OMbITYy NOSb30BaTeNen;

NoYTV BCE NPUBEOEHHDbIE TEKCTbl 0ObEONHAET aKLUEHT
Ha UHKJTIO3UN N 3HAYMMOCTU CoLMaNbHOro, 3KOHOMW-
4yecKoro, PU3NYECKOro OKPYMHEHUSA, ABHO U HEABHO
y4acTBYIOLLErO B YCMEXE NN HEYCrexe agantauum
pgeten K aktuBHbiM TCP, B 0cO6eHHOCTN — Ha noucke
netanen cuTyaunum n HEBUANMbIX U3 CUCTEMHON
no3nuunm npoeangepa peadbunntTayMoHHbIX YCIYT.

Hwnke B HaweM Kelce HappaTUBHOIO aHann3a Mbl NOMbI-
TaeMcA BbINTK 3a Npenenbl onucaHna TUMUYHbIX U Norpa-
HUYHbIX CUTYaL NI, BCTPEYEHHbIX BO BPEMSA UCCeO0BaHNS,
1 nonpobyem Nony4YnTb AOCTYN K 3HAYEHWIO O1A OeTeNn
N NX poanTENEen TeX CMbICNIOBbIX aKL,EHTOB, KOTOpPbIE
Hawwn NHPOPMaHTKN N MHGOPMaHTbI pacCTaBU/IN B CBOUX
WHTEPBbIO.
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PE3YJIbTATbl AHAJIN3A

Mpob6nemMbl paHHen nomowun B Poccun

MapwpyTusauns n peabunntaums geTen ¢ gemratesibHbIMn
N MHOMECTBEHHbIMUN HapYyLWEHUAMMN OT POXKAEHUA A0 3-X
NeT NPOUCXOANT B paMKaxX CUCTEMbI paHHen noMoln. Ons
3TOWN CUCTEMDI XapaKTepeH pag NpobreM, KOTOPbIE YCIOX-
HAOT 3P PEKTNBHOE GYHKLMOHNPOBAHME N CHUKAKOT Kaye-
CcTBO ycnyr. NepeyeHb KNOYEBBIX NPO6SIEM B CBOEN paboTe
«MapuwpyT B CaHKT-INeTepbypr: Bble3aHbIE MPOEKTbl CEMEN
C 0EeTbMU C UHBANNOHOCTbIO» GOPMYNPYET OAUH N3 aBTO-
POB [@HHOro nccrenoBanus, AMntpuin Knoykoe:

OTCYTCTBME eOUHbIX 0717 BCEX PEMMOHOB CTaHOAPTOB
paHHEeW NoMoLLn, HECMOTPA Ha NpuHATNE «KoHuen-
LW paHHEN NOMOLWWN»;

LEeHTpannsaunsa pecypcoB B KPYMHbIX ropogax
N HepaBHOMEpPHasa JOCTYNMHOCTb CEPBUCOB, B KOTOpPbIE
OO0JKHa OCYLEeCTBNATLCA MapLpyTn3aums;

Nno3aHAA, B 6OSbLIMHCTBE C/ly4aeB He paHblue
Bo3pacTa 1 roga, NoCTaHOBKa AnarHo3a pebeHKy
N opopMSEHNE NHBANTMAHOCTN;

HepocTaTo4yHaa nHdopMauma o guarHose, ocobeHHo-
CTAX pebeHKa 1 OOCTYMNHOW NOMOLLM OT «BEAYLLENO
Bpa4a», KOTOpPbI, COrlacHO NpaBuiaM, onpenenseT

nnaH peabununtaumm pebeHka. * 3pecb 1 panee B uuTaTax
NHbOPMaHTOB U NHPOPMaHTOK
STV Npo6ieMbl MOATBEPKAAIOTCA LNTATAMU™ N3 UHTEP-  coxparienbl asTopckie opho-

BbO HaWnXx I/IHCI)OpMaHTOI-(: rpadusa n NyHKTyauus

[a, Hy, HET, n3Ha4vasbHO, BOT, Korga f poguna pebeHKa, A He 3Hasa, YTo BoobLe, YTO Y MeHA
0CObBEHHbIN pebeHOK. To eCTb 3TO A y3Hasia TOJIbKO Korga oH poawunca. Hy, Hu Ha kaknx Y3U,
HW Ha 4YTO BUAHO He Oblfo 1, Korga oH POAUSICA, OJ1A MEHS BCE 3TO ObISIO LUOKOM. <...>

Mbl NOYYUIN MHBaNUAHOCTb TOJIbKO CAYCTA FOf4, KaK CTano pebeHKy TONIbKO HaM Hayanu roto-
BUTb OOKYMEHTbI. TO €CTb M3Ha4YasibHO HaM cKa3sanun: «A MoOCMOTPUM, BOT, ByOeT Xo4uTb, AannMm,
He manuM MHBaNUAHOCTb, @ BOT He OYAEeT XOAUTb...»

AnbbuHa, MamMa pebeHka co Spina Bifida

A, NLLEMNYECKNN, NLLEMUYECKOE MNMOPaXKEHNE MO3ra OHN BCE CTaBUIN, HO BCE FOBOPU/IN, YTO
Hu4ero ctpawHoro. A B rog Takue: «On, y Bac ALM». Hy kak 6bl HOpManbHaa UCTOPUA OKa3blBa-
€TCA B Hallen cTpaHe, BOT. 3TO 6bI/1I0 YXKacHo <...>

MaTunbpa, Mmama pebeHka ¢ [JLLM

VHBanngHOCTb — B OA4MH Fofg, NoayyYnnun, u, Hy, To ecTb, C Mecqua, aM, nocne peaynorata MPT
Obl10 MOHATHO, YTO Y Hac NMEPUBEHTPUKYNAPHAasA NeNKOMansaLns, N YXe C LUECTU MeCALLEB ObIso
BWOHO OTCTaBaHWE OT CBEPCTHUKOB. [109TOMY B rof, Mbl Y)XXe NoayyYnam nHBanngHocTb. Ho Ham
[atoT ee TOJSIbKO Ha OAVH rof, Mbl Kax bl FOf, €€ NOATBEPIKLAEM.

CHe)kaHa, MaMa pebeHka c [LIM
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MoToMy 4TO MbI, KOFAa NosyYanu NHBaNMOHOCTb <...>, TO €CTb, KaK 6bl, leyeHne 6b1no B Poccuu,
HO OHO ellle 0c060 HUKOIro, HUKOMY ero He fgaBasnu, U OeTeN-To, rpybo roBops, ymmpaTtb 4OMON
oTnpaBnssn.

EceHunna, mama pebeHka co CMA

[a s He 3Hato, MPOCTO MHe Bbl XOTENOCh, YTO6bI, HY... BbIfIO B HalweM TakoM MUpe nHbopMaLu-
OHHOM, fa, COBPEMEHHOM, YTO6bI... POanTEeNn Mornn 3HaTb Kyga MM obpaTuTbCs, YTO UM Aenatb,
N KaK OHM MOFyT MOMOYb CBOEMY PEBEHKY.

Bes BcAKUX KaMHel, 6€3 BOT 3TOro BOT, a YTO6bl FOCYAapCTBO MOALEPXKMBAIO HE TONbKO, TaM, Aa,
Mbl MOAAEPXKMBAEM, fa, YTO TaM, MEHCUIO PEBEHKY, A HE 3Hato, elLe YTO-TO, <...> TaM, A He 3Halo,
NMCUXOJIorMyecKas NoMoLLb, TaM, PEBGEHKY U POAUTENAM, Aa, U eLLe YTO-TO, 3aHATUA rPYrMnoBbIe,

C MaMaMMW... <...> YT1obbl 3TOro 6b1510 60sbLUEe N 3TO 6GbINO AOCTYMHO N MPO3PaYvYHO, HE KaK ceiyac.

Jinpusa, mama pebeHka c LM

ViccnepoBaHume Take BbiABUIO pAd Nnpobnem, BNuso-
LWWX Ha 3MOLMOHaNIbHOE COCTOAHNE POOUTESNIEN, Y KOTO-
pbiX poxgaeTca pebeHOK C 0COBEHHOCTAMN pPa3BUTUA.
970 NnpobreMa CTEepPEeoOTUNHOro BOCNPUATUA UHBaNUa-
HOCTU — KaK MeCTHbIM COODOLW,ECTBOM, TaK N CEMbeN
MHPOPMAHTOK, a TaK)XXe BOCNPUATUA AMarHosa oKpy-
YaruwnMmu He Bcepbes. [IpobrieMa cunibHee NpoaBIA-
€TCA B UHTEPBbIO C CEMbAMN N3 HEBONbLINX HAaCETEHHbIX
MYHKTOB:

M pna Bcex aTo AMKOCTb 6bI10, HTO BOT TaK BOT, TAKOW OMarHO3 1 BCE TaAKOE.
[a nae B (Ha3BaHMe Kpas), HACKOJIbKO A 3Hal0, TOXE Masio, U OJ18 Hac 3TO H6bIS10 LLOKOM.

AnbbuHa, MaMa pebeHka co Spina Bifida

<...> HaM MHOro neT roBopuaun o ToM, 4TO UHBaNMAbl TOSIbKO Y HAPKOMAHOB, 3TO OblSI0 TAMENO,
HO MOJTYYUSIOCh TaK, YTO Mbl MecsLLa TPY He obpallanuce.

OkcaHa, maMa pebeHKa co Spina Bifida

370 BbISIO yXKacHO, NpUYeM MOTOM A Halwsa (MMA creunanucTa) KoTopana cKasana, Hy, KoTopas
BOOGLLE-TO C ABYX MecsLeB paboTaeT Cc 3TUMM TEMaMU U MOOHUMAET OETEN, OblsI0 O4EHb Yarlb,

4YTO A TaK NO34HO Y3Hana 060 BCeM, 1 4YTO A caMa BUAENa, caMa B [Ba MecsL,a ckasana, 4To y Hee
[LLM, Ho MeHA B JOME BCE TYT e Havyanu ybexxpaTb B o6paTHOM, «MaTunbaa, Tol MPULAYMbIBAELLb,
BOT 3TO BCE, a A 6bln1a ogHa U MHE HEKOMY 6bIf10, 3M, HY, KOPOYE, HUKTO MHE HE MOT MOMOYb.

MaTunbpa, Mama pebeHka ¢ LI
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Hun3Hb pebeHKa ¢ MHBaNMAHOCTbIO B Bo3pacte oT0 0o 3
neT BO MHOIMOM ONpeaenfaeTca TeEM, KaKMe TEXHNYECKNE
CpencTBa 1 ycnyru npenocTaBnsaeT rocygapcTBo. ITO TeX-
HNYEeCKne cpeacTsa peabnnutaynun, nekapcTea, aKceccy-
apbl 1 pacxogHble MaTepunanbl, LOCTynHble B pamKax VIMPA
(BKMtOYasA NporpaMMy KOMMeEHcaumm), a Takxxe becnnaT-
Hble peabnnnTaunoHHbIe YCNYrn, CaHaTOPHO-KYPOPTHOE
neyeHmne, NbroTbl N Tak ganee. 3g4ecb CEMbW, BOCMUTbIBA-
toume pebeHka ¢ MHBaNMOHOCTbIO, TOXE UCMbITbIBAOT PAL,
npobnem:

HepaBHOMepPHOE pacrnpeneneHne pecypcoB (Kkade-
cTBeHHbIX TCP, paaMepoB KoMMNeHcaLuin) B pasHbIX
YacTAX CTpaHbl;

B VINPA HeT HEOBXOANMbIX TEXHUYECKUX CPEOCTB,

YTO MOMET ObITb 06YCOBIEHO KaK OTCYTCTBMEM

NX B NepeyHe (3agHEONOpPHbIE XOOYHKW, BEPTUKAN-
3aTop, a He «oropa A/ CTOAHUA»), TaK N OTKa30M
cneunanncToB, OTBETCTBEHHbIX 3a cocTaBneHme VIMPA,
BKJIIOYNTb TyOa LOporocTosLne CpeacTBa (aKTUBHYHO
KOJIACKY, Ka4eCTBEHHbIE JOMaLUHNE U NPOryfoYHbie
KONIACKW, CaHUTapHbIE CTYNbsA N TaK ganee);

LeHTpanmsaums KadyeCcTBEHHbIX PeabnnmTaLnoHHbIX
(1 MHBIX) yCNyr, AOCTYMHbIX 6eCnaTHO, B KPYMHbIX
ropoAax 1 oTCYTCTBUE NOKaNbHbIX CEPBMCOB B MasiblX
ropofax N cesibCKO MeCTHOCTW;

HU3KNIN YPOBEHb KOMMETEHLMNI CNeunanncToB

N UCNONb30BaHMEe METOAOB peabnnutaymnm ¢ HU3KOWN
NN HegoKasaHHOW addeKTUBHOCTBIO (Maccax, BAK
n npoyee).

Mpobnemsbl, cBA3aHHble ¢ NnpepocTaeneHnem TCP rocy-
0apCTBOM, TaKXe Halln OTparkeHne B MHTEPBbIO NHPOP-
MaHTOK. VIHbopMaHTKM OTMeYatoT HepaBHOMEpPHOE pacrpe-
heneHne pecypcos:

Hy, Mbl, KOHEYHO, Npro6peTann 3a CHET KOMMEHcaLuK, Y Hac B (HasBaHue Kpas) caMan
MUHVMaribHasA KOMMeHcaumnsa, Hy, 4YTob 6b1710 KOMGO... KOMPOPTHO HalweMy pebeHKY Mbl BCE paBHO
nonbITarnchb N coenann nx.

AnbbuHa, MmaMa pebeHKa co Spina Bifida

HeobxognMble TEXHUYECKME CpencTBa peabunntaumnn

Mo passnydyHbIiM npuymHam He BHocATcA B VIIMNPA nn6o BHo-
CATCA CpeacTBa HEHaIeXallero ka4ecTtsa, HEBEPHOIO
pa3mepa:

BoTuHKN OarT 6ecnnaTtHo, HO TYT HGQM 0A0T TaKne OOTUHKMU, YTO A Korga ogouH pas3 ogeBasa, Y HUX
e HAaCTOJIbKO HOI'M MArKne, y TakKnx ,u,eTe|7|, ny HEro Hora cjsiomanachob.

AHxxena, MaMa pebeHKa co Spina Bifida
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K coxaneHuto, B Hallen cTpaHe 3To BCe O4YeHb NpobnemMaTudHo. Besge BCcTaBnAOT Nankum

B KoJleca, CTapatoTCA AaTb TO, YTO HE FOXe, TO, YTO eCTb Ha CKage. HUKTO He Xo4eT yunTbiBaTb
HN OCOBEHHOCTEN, HMN Pa3MepoB, HN TOMY, Kak BOOOLLLE peOEHOK XOOUT U ByaeT N npucnocobneH
1NCrosb30BaTb 3TU CpefcTBa peabunmtaunmn. 30ech, K COXaneHuto, y Hac cernvac Cr0MHO.

Bacunuin, nana pebeHka co CMA

[oMallHsAs KoMsfiCKa Ha AoMallHel 6a3e y Hac ToXe BrnucaHa, Mbl eLLLe HE Nosyyanu, MOTOMY YTO
KakObli pas, Korga OHM HaM 3BOHAT U FOBOPSAT, YTO MpULLSia KOMACKa, Mpue3xanTe 3abupanTe,
A MPUEesrKato, MPUXOOMT OOHa U Ta e KOMACKa KaX bl pas, BOT TaKas e, Kak nporyro4vHas,
TaKan e NMPUXOAUT U LOMAaLUHAA, pa3HULLbl HUKaKOW, pa3HuLLa TOSIbKO B Hannyum ctona. Bee.
To ecTb pasHuLbl HUKaKOW. A M 0BBACHAD, HTO MHE 3Ta KOJIACKa HE MOOXO4WT, MPUYEM Y Hac
B UINP BnncaHa KoNfiCKa C mapaMeTpaMu, a OHN FOBOPAT, YTO 3aKYMNOK TaKUX HET 1 BepuTe, 4To
eCTb, 60O He bepuTe.

[NpackoBbs, Mama pebeHka co CMA

Hy, B nporpamMmme peabunurtaumm y Hac NponmcaHo TOMbKo, 3-3, ornopa Ass cToAaHus. Hy, Ham ee,
KaK 6bl, MPEASIOKNNN, HO OHa, HY, CaM/ 3HaeTe, KaKOro KavyecTea. <...>
OepeBaHHan, 3HaeTe, 3Ta. Kak opyaue nbiToK 6onblue. <...>

EceHusa, mama pebeHka co CMA

/I MHe Bblganu coBepLUEHHO MOMHYO, MPOCTUTE, XYIHIO, BOT. Y MeHSI HET OPYrUX C/I0B, MOTOMY YTO
ofHa KoJiicKa MHe OJ1s1 JOMaLlHEro UCMosib30BaHWs, OHa O4YeHb CTPAHHO KOHCTPYKLUM, TYT KaKu-
€-TO NPUCNocobyxu, KOTOPble HaM BOOGLLE HE HYXHbI, TUMa TaM BblpaBHWBaHWA MO3BOHOYHMKA,
BOOGLLLE HET CKOMMO3a, MJIOC HET CTOJIMKA, XOTA HaM CTOJINK HYXEH, HY MOTOMY YTO OOMaLUHSAS
KOJIACKa, 1 Hago NMPOCTO TYMO rae-To KywaTb. <...>

BoT, 1 nntoc oHa NpoCcTo MMraHTCKMX pasMepoB, A He 3Hato, 4S8 KaKUX LOMOB BOOOGLLLE AenatoT 3Tu
KOJIAICKU <...> TO €CTb Y Hac BCTaeT METPOBOE MMraHTCKOe KpacHOEe YyL4oBULLE, A MPOCTO HE MOHM-
Mato Ye ¢ HUM penatb.

MaTunbpa, Mama pebeHka ¢ LI

13-3a HexBaTKu pecypcoB U UHGOpPMaL MM O TOM, 4YTO
poauTesIn MOryT B/IMATb Ha KAYECTBO TEXHUKU U BCTY-
naTb B guasnor c opraHM3auuaMm, KoTopble ee npe-
O0CTaBMAOT, HEKOTOPbIE NMPeacTaBUTENN CEMEN MOryT
nepBoe BpPeMsA Mocsie MOCTaHOBKN AnarHo3a pebeHKy
BOCMPUHMMATb NOA06HbIE CUTYaLMN KaK €CTECTBEHHDbIN
NOpPAAOK BeLen:

W a pymana, 4To gatoT, TO U Hafo 6paTth, U KOrga aTo Y)XKe el 6yaeT B Mepy, Kopoye, Mbl 6yaem
eli nonb3oBaTbCcA. A Tak AyMana, f He 3Hasa Kakue-To 3aKOHbI, YTO Yepes Kaxkable 4 roga, Tam,
MEHATb, YTO-TO, YTO-TO. A AyMarna, ecnum 6onbluas KOMACKA, 3HAYUT, Korga oHa cTaHeT 6osbluas,
OHa byneT el monb3oBaTbcA. BoT, Hy, Tak gyMana.

HaTenna, mama pebeHKa co Spina Bifida
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MepedeHb TexHnyeckunx cpencte B VIMNPA mMoxeT 6biTb
yMeHblleH 6e3 npegynpexgeHna. 3To NPUBOLUT K TOMY,
4YTO HEKOTOpble poanuTesiu 60ATCHA BHOCUTb B HEro
M3MEeHEeHUN BO nusbexaHue gasbHelLWero CoOKpaleHus:

/1 ewe Mbl CTONKHYIUCb C TaKoW MPOo6NeMon: Koraa Mbl MEHANV NHONBUAYANbHYO NPOrpaMMy
peabunutauuu, Bce, YTO HaM nucanun B Hayane, 6osbLue MosIoBUHbI, OTTyAa Yopanu, Korga mbl
MEHSAN, HY, HaM HeobxoanMbl 6bIIM annapaThbl, MPOAINTb NX CPOK OENCTBUA, <...> OHU CTaBUIN
WX U Ha rofg, Ui Ha fBa, XOTA TaM MHBaNuUAHOCTb y pebeHKa 00 BoceMHanLaTu NeT, U COKpa-
Tnnu Ham UTIP.

<...> botocb ngTn MmeHaTb VMNP, 4yecTHO roBopto, MOTOMY YTO MHE B OHepenHon pa3 nnmbo Bce TaM

yPexyT, na?

Jinpna, mama pebeHka ¢ OLLIMN

Tem He MeHee NHPOPMaHTbI N MHGOPMAaHTKIN, NHOraa

C nomoLbto Npencrtasutenein GoHO0B N HEKOMMEPYECKMX
opraHmsauuin, a Horga 1 cCaMoCTOATENIbHO, BCTYNaloT

B AManor co CTpyKTypamu, npepoctasnsaiowmumu TCP

M pernamMeHTupyowmmmn HanonHeHme UMPA, u po6busa-
IOTCA NnepecMoTpa:

<..> Yepes pgonrun 6o n Bce ocTtasibHOEe Bbibuna cebe o4eHb xopoluyto VMPA, no aTtomy cenyac
Ha JaHHbIA MOMEHT Y Hac eCTb KOMHATHbIE MPOryI0YHbIE KOMTACKN PacLUMPEHHOro TUMa.

MHecca, mama pebeHka co CMA

<...> Ham Bblganu cHadana pa3Mep, KOTOPbIA HaM He NOAXOOWI, MOTOM BCE-TaKu Yepes OO0
60pbby N HECKOJbKO, a, pa3 nuaMmeHeHun VINPA, HaM, BOT, Bblganu cenyac, rocnonu, KOJsCKY.

Bacunuin, nana pebeHka co CMA

Ham nomor, a-a, topucT ¢ doHAaa, HY, (MMa cnewumanncta), 3TO TOXe Mbl BbILAN YACTO Crly4aliHo,
OHW MoMoranu rno cynebHbIM genaM Kak pas rno 3TUM BCEM Mo NoBoAy npenapaTta, (HasBaHue
ropopga) doHpa. N oHn Hac B3ANMW, BOT, HTOObI MOMOYb J,0OUTHCA NeveHns. [MoToMy 4To Mbl monanu
B (HasBaHVe y4ypexxaeHuns) n B 06LL,EeM Havan 1e4nTbCs paHblle BCEX, U Y HAac MoAXonus1 CPOK,
MOTOMY YTO HaM HYXHO 6blN10 NpoasieBaTb, TO ECTb MNPOMYyCKaTb HEMb3A 6bINO.

/1 B 06LLeM NepecTaBaTb €ro KOSIOTb TOXKE HeMb3s. [T03TOMY NPUHAAN peLleHne, YTO BCE-TaKM
Hago CyAuTbCs, MOTOMY 4To MUH3[paB nNrcan oTNUCKM 3a NOMro4a Ao npernapaTa, Koraa HaM
HY>XHO 6bIS10 YK€ MOSy4YNTb €ro oT HUX.

OHM HaM nucanu OTANCKMK O TOM, YTO, HY, KXU3BUHNTE, Mbl HUYEM MOMOYb HE MOXEM, Y Hac GpuHaH-
CUPOBAHUSA HET, AEHET HET, HUYEro HET». <...> HaM 3aKkynaTtb Ha4an MuH3gpas Haw (HasBaHue
ropopa), MOTOMY YTO Mbl OTCYOWAN ero. Y Hac Oblfl CYA, Y Hac, HY, Kak Obl, pelleHne cyna Ha pyKax
0 MOXXN3HEHHOM 06ecrnevyeHnn npenapaTom.

A Mo-OopyroMy HUKaK, K COXarneHmto.

Bacunuca, mama pebeHka co CMA
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Ecnn BHeceHme TexHnyeckoro cpeactea B VIIMPA HeBO3-
MOYHO 1N3-3a OTCYTCTBUA €ro B CMNCKE PEKOMEH,0-
BaHHbIX, MOXHO, MPNBErHyB K anbTepHaTUBHOMY CLie-
Haputo, pobutbca komneHcauum Takoro TCP. Tak, ogHa
13 NHGOpPMaHTOK fobunnacb KOMMNEHCcaLN Ha BEPTUKa-
nn3aTop, U3roTOBAEHHbIVN NO NHONBUAYANIbHOMY 3aKasy
B €e ropoge:

BepTukanusatopamMm TOXe Mosib3yeMca. <...>
Y MeCTHbIX YMesbLEB, KOTOpble Aenanu (Hepasbop4unBo) cCMCTEMY Bosiblle, OUHAMUYECKUIA BEPTU-
KanunsaTtop. Hy n oHn NpocTo caenanv OOKYMEHTbI, YTO HaM BEPHYT AeHbru... Mo VMPA.

NHecca, mama pebeHka co CMA

HekoTopble MHPOPMaHTKIN MNbITAOTCA C KOHCY/IbTaL M-
OHHbIM conpoBoXxaeHuneM ¢poHpga nnm HKO pobutbca
BHeceHus B VINMPA HenonynapHbix TCP — Hanpumep,
Benocunena. OHM NOQYEPKMBALOT, YTO NMpouenypa Henpo-
3payHa n cpenctea B VINPA MoryT He BHecTu:

<...> Benocwunep BoT aTOT BOT. HO HaM BHec/n, HO A HE 3HAKO BOOOLLE, YTO CKaXKET KOMUCCUA,
HO peKoMeHgaLuunsa eCTb.

AnbbuHa, MaMa pebeHKa co Spina Bifida

Kpome Benocunepna, AnbbrnHa, CEMbA KOTOPOW XKNBET
B HEOO/bLLOM MNOCESIKE, NbITAaeTCA A,06UTbCA BHECEHUA
B UMPA 06bl4HOW NPOry/sI0MHON KOJIACKMU:

<...> Ham He paBanu. BoT, y Hac Bce pekoMeHpaumm ¢oHpa ecTb, BOT CeENYac CHOBa Mbl Moganu
LOKYMeHTbI Ha paccMoTpeHne B MC3, HO OTBeTa MoKa ele He noay4nnun. Ytob BHECTU N3MEHEHWS
B UTIP.

AnbbuHa, MaMa pebeHKa co Spina Bifida

Ewe ogHMM ocHoBaHMeM HeBKJloyeHus B UMPA TexHu-
YEeCKUX CpeacTB A1 aKTUBHOIO NepeMeLLeHUsa n ans
HenpenpocTaB/IEHUA HEKOTOPbIX YCNYT MOXET ABNATbCH
Hanun4ue conyTCcTBYOULEero 3abonesaHus, Kotopoe, no
MHEHUIO CNeLmnanncToB, MOXET NpeacTaBfATb Yrpo3y
npuv nonb3osaHn TCP nnun notpeénenum ycnyru. Npwu
3TOM B 3apybeXXHOW NpaKTUKe Hannyme gmnarHosa He
AB/IAETCA OCHOBaHMEM ONA nuweHna pebeHka onpege-
NeHHbIX BuagoB peabunutauum nnm TCP. O6 aTom B cBOEN
paboTe TaKkxxe nmuweT Kro4ykoB; nogobHbie criy4amn BCTpe-
YaloTCA Y HaWMX MHPOPMaHTOK N NHGOPMAaHTOB:
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Tak Kak Y HacC Oblna anunencus, Ha, BOT, B 9TOM MJlaHe, A He 3Hato, paspewaT Jin HaM aKTUBHYHO
KOJTACKY, NJ1N HET.

AHXXena, MaMa pebeHKa co Spina Bifida

Hy, 6ecnniaTtHO y Hac TyT eCTb, Kak Obl, peabunnTaunoHHbln LeHTp. Hy, maccaxu, JIOK, BoT Takoe
nogo6bHoe. (HKeHa Ha poHe: «Ham He penatoT JIOK».) BoT, eHa noackasblBaeT — HaM He OenaloT
JIOK. BoATcA n3-3a HaWWX HOT, HOMM OYeHb XPYMKUe.

meb, nana pebeHKa co Spina Bifida

B oToenbHbIX cnyyYaax MHGOPMaHTKaM, KOTOPbIE UBYT
B KPYMHbIX ropoAax, OKasblBannCb OOCTYMHbl KAYECTBEH-
Hble TEXHUYECKNE CpencTBa peabunutaunu:

<...> Hy, Mbl nonanu, TeHaep 6bi1 XOpoLl, BUAMMO, nonasnu, B (Ha3BaHUE KOMSCKK), BOT 3TO BOT
HeMeLKMI nponsBogmTesnb. BoT, xopolo, Ka4eCcTBEHHO BCe KaK 6bl.

KceHunsa, mama pebeHka ¢ LI

B pamkax VIMPbI Mbl Mony4nin OoMallHIO KOSIACKY, CheLnanbHyo (HasBaHe KOMACKN),
1, B MPUHLMME, BCE.

CHexaHa, Mama pebeHka ¢ OLLIM

MockonbKy peabunnTaLnoHHbIe YCNYry He ABNAOTCA
OOBEKTOM Hallero nccnenoBaHus, Mbl MO3BONMM cebe
ONyCTUTb NOAPOBHbIN aHaNn3 oueHKN NHGOPMAaHT-
KaMn N nHPopMaHTaMn NX Ka4eCcTBa, HO OTMETUM, YTO
HU3KOEe Ka4yeCcTBO peabuInTaLMoHHbIX pecypcoB

M OTCYTCTBMUE A0CTyNa K Ka4eCTBEHHOW peabunurta-
LLMM NO MECTY XUTesIbCTBa NOATBEP)KAAETCA BCEMU
HawuMun nHpopMaHTaMm n MHPOopMaHTKaMu. B aHa-
nn3e HappaTUBOB NHPOPMaHTOK U MHGOPMAHTOB Mbl
Bbloenunun temy «lMpobnembl paHHen noMoum B Poc-
CUN» KaK «TOYKY BXOJa» B pasroBop O NOBCEOHEBHOM
onbiTe ceMbun. VIHbOpPMaHTKM Ha4YnHanNn pacckasbiBaTb
O CUCTEMHbIX NpobreMax B Ha4ane MHTEPBbIO B OTBET
Ha npocbby pacckasatb 06 ncnonbdyembix TCP. Mbl cun-
TaeM, YTO POosib 3TOFO TEMAaTUYECKOrO OTpe3Ka HappaTu-
BOB — MOKa3aTb areHTHOCTb poguTeNnen, X HaKoMneH-
Hble 3HaHNA N pe3ynbTaTbl paboTbl, HanNnpaBneHHON Ha
obecneyeHmne cooTBeTCcTBUA Habopa TCP noTpebHOCTAM
pebeHKa B yCITOBUAX HEONpPeOeneHHOCTN POCCUINCKON
paHHeln NOMOLLUN N HEYBEPEHHOCTMN B OOITOCPOYHbIX
pesynbraTax.
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MpoekTbl poHpgoB n HKO Kak peweHune
npo6nem paHHeN NoMoLLM

[na peweHna npobnem, KOTopble ONUCLIBAOT NHPOP-
MaHTbl U NHOOPMaHTKN B Npeablaywem pasaene, oHObl
N HEKOMMEPYECKME OpraHmnsaumm MHULUNPYIOT MPOEKTHI,
MPU3BaHHble CKOPPEKTUPOBATb HEAOCTATKN CUCTEMBI
paHHen nomouwm B Poccun.

MpuMepamMm TaKUX MHULMNATUB MOIFYyT ABMATbCA
nporpamMma gomMallHero BU3nTupoBaHumna «YBepeHHoe
Ha4vano» n cywecTByowmnn ¢ cepeanHbl 1990-x rogos
CaHkT-lNeTepbyprcKnuin NHCTUTYT PaHHEro BMelaTesb-
cTBa. Pogutenun peten ¢ HapywWeHUAMM BbICOKO LLEHAT
pa6oty HKO n poHpoB, coBeTyrOTCH CO cneynanm-
CTaMU TaKUX NMPOEKTOB U O,0BEPAIOT UM:

OHun Bcerna 3aboTATCA, MOACKAXKYT, Jaxe caoenarT Ana Hac, (cMeeTcsa), MOBUNM3VPYIOT KaKyto-
TO, BOT, TaK e, Kak Obl, KONACKa 6blsla HaM He 04eHb KOMMOPTHA, HE KaK MOJIOMEeHa noJsly4unnach,
KOTOPYIO Mbl MOMYYUNN, OHW TaM OoAeNbIBanu, AfA Hac NoacTPouaIn, Bce caenanu <...>

KceHusa, mama pebeHka ¢ LM

A BOT «[171t0C MOMOLLb» MOMOTJIN, OHU ELLLE CMELLMANNCTOB TOXE CaMy MPUBO3UIN 1 HAc TaM 3anu-
CblBa/IN caMu, TO ECTb KaK-To ¢ «[1ntoc noMoLb» (npum.pen. GbiBLLEE Ha3BaHUEe doHpa «Mrpa») Hop-
MaJsibHO, MPOCTO OHU BepyT Ha cebsa BObLUYIO YacTb BOT 3TON BCEN BIOPOKPATUHECKOWN CTOPOHbI
paboTbl. BoT.

MaTunbpa, Mmama pebeHka ¢ [LLM

<...> Y MeHsA 30/10TON aproTepaneBT-KypaTop (cMeeTcs), (MMA cneymanncTa). MpocTo oHa Boo6LLEe
30J10TO, B Nitoboe BPeEMSA CYTOK OHa OTBETUT Ha ito6oi Bonpoc. / Toxke kypaTop ¢ doHaa «(Ha3Ba-
Hue doHpOa)», ee (MMA cneymanncTa) 30BYT, TOXE BCErga C Hell KOHCYNbTUPYHOCb BO BCEM MO
NoBOAY TOrO, HY, UMEHHO TEXHUYECKNX CPELCTB — YTO HaM HYXXHO, KaK HaM HY)>XHO, 4YTO OJ1A Hac
Oynet nyduwe. No4yeMy NMMEHHO TakK, a He MHa4ve. Ha Bce 3T Bompochkl OHW MHe B Nto6oe BpeMs
OTBeYatoT, 1 o4eHb BnarogapHa.

HaTenna, mama pebeHKa co Spina Bifida
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Poowntenn 6narogapHbl TakMM opraHn3aumaMm 3a To, 4TO
OHW CNocoBbHbl B3ATb Ha cebfA YyacTb 3ab60T Mo obecrneye-
HUto pebeHka KadecTBeHHbIMN TCP n peabunutauven:

[MoTOMY 4YTO Ha POOUTENSAX W TaK TMraHTCKaA Harpy3Ka UHOMOAa JIEXUT, ELLE KOHTPOIMPOBaTb 3TU
npoueccbl ¢ TCPaMun, 4To6bl 4,OCTaBAAN BCEX STUX JIIOAEN MPOBEPATb, MO ThiCAYE pas, MPOCTO
CJINLLKOM, C/TULLKOM 60J1bLLION pecypc 3abnpaeT, TO ECTb MHE, PEBEHKY YXE U TaK HE OCTaeTCA CUJI.

MaTtunbpa, Mama pebeHka ¢ AL

AKTNBHafA KOJIACKaA OTHOCUTCH K YNCY TEXHUYECKNX CPenCcTB
peabnnutaunm, Kotopble 0cobeHHO cnoxXHo BHecTu B UTIMPA.
YacTo poouTtenen geten, KOTopble MOryT NepeaBuraTbCca Ha
aKTVBHOW KOJMACKE, HO NPW 3TOM HY)XXOatoTCA B MPOryJsioy-
HOW 1N OOMaLUHEN KOJIACKaX, Mpu MonbITKE OCTaBUTb 3aABKY
Ha NOJTyYeHMEe aKTUBHOW KOMACKN CTaBAT nepepn BbiIbopom —
ybpaTtb ogHO 13 TCP, 4ytobbl Ha ero MecTo NOCTaBUTb aKTUB-
HYIO KOJIACKY, U/ BOBCE OTKa3sbiBatoT. [1pn 3TOM KavyecTBEH-
HafA aKTUBHasA KOJIACKa peKOMeHO0BaHa K MCMNOJSIb30BaHMIO
[eTaAM, OBUraTesbHble CMOCOBHOCTU KOTOPbIX OTBEYatoT
AnanasoHy ot 2-ro go 4-ro yposHsa no GFMCS. Ha pbiHKke
TEXHNYECKNX CPECTB aKTUBHbIE KOJIACKU CTOAT LOPOro,

YTO TaKXe OenaeT X HegOoCTYMNHbIMN 3HAYUTESTIBHOMY YNCHTY
poguTenen.

Mbl BKIOYMIN B @aHann3 3TOT HeBobLLIOW pa3fen, 4Tobbl
MPOVNIIOCTPUPOBATb, KaK POAUTENN, YHaCTBYIOLWLME B UHTEP-
BblO, MOCS1€ BBOOHOW YacTn pacCKa3a, NOCBALLEHHOWN Npo-
6nemam pocTtyna K TCP, cTapatoTca npencraBnTb cebs Kak
coto3HMKoB poHaoB n HKO, okasbiBaloLWMX MOMOLLb, U CUT-
HanM3npoBaTb KakK NHTEPBbOEPaM, TaK U YynTaTenaMm, 4To
Ona HMX BuguMa pabota cneymannctoB. B obuwen normke
paccKa3oB 3Ta TeMa CITYXUT OypepoM Mexay onmcaHneM
obwen cutyauum ¢ TCP n nonoXuntenbHOM OLEHKON NPOo-
eKkTa poHpa «Vrpa».
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Mony4yeHne nHpopmaunm o npoeKTe

VIHpopMaHTKN 1 nHPOPMaHTbI HacTO YKa3blBatoT, YTO
NHbopMaLMn, KOTOPYIO MM NPenOCTaBAAT Bpayn,
He[oCTaTO4YHO, YTOOblI OPUEHTNPOBATLCA B NpoLLeccax
peabunutauun pebeHka. MHorne poguTtenn saHMMarTCs
aKTUBHbIM MOMCKOM B NHTEPHETE MHpOopMaL MK, KoTopas
MOXET 6bITb Nose3Ha A8 UX OETEN, MOSb3ysACb MONCKO-
BbIMU CepBUCcCaMun, YnTas 4aTbl:

To ecTb N3 MHTepHeTa, rpynnbl Ha Pencbyke 6bIIN, Y Hac cendac YaTt obwuii B Whats App’e octancs.

EceHus, mama pebeHka co CMA

<...> MHoro e, Hy, 06L,ecTB, TaM, MaMO4€eK, BOT 3TO BCE, BCE e rnepenucbiBatoTca. Kaxobii
MULLET, TaM: YTO HEOBXOAMMO, YTO HY)XHO, TaM, BOT 3TO, BOT 3TO, BOT 3TO, BOT, HAYMHAET, TaM.

Bacunuca, mama pebeHka co CMA

B npoTnBoBec HexBaTKe MHbOpPMaLMK OT Bpaden

B UHTEPHETE NHbOPMAaLNN OKa3blBAETCA MHOIO, MHOr4a
HaCTOJNbKO, YTO O Ha N3 NHGOPMAHTOK NMPU3HAETCA, YTO
nepecTana 4YnTaTb OHNaH-pecypcbl. [pn 3TOM B NHTEP-
HeTe B YC/IOBUAX HELOCTAaTKa MHPopMaLmn oT rocypap-
CTBEHHbIX creuynanncTtos popMUpyeTca poauTenbCcKas
3KcNepTHOCTb. HekoTOopble MHGOPMAHTKM NPU3HaKOTCA,
4TO AOBEPAIOT pOAUTENAM-3KCNepTaM 6oiblue, YEM
crneyuanucTaM B rocyfapCTBEHHbIX YYPEXKAEeHUAX:

<..> B aTux yaTax poauTenu, MHe Ka)keTcs, Y)Ke HaMHOro 6orblue pa3bupatoTcs, YeM crieLmanu-
CTbl B KaKMX-TO TaM pernoHax. B Tom yncne Hawem.

[MpackoBbsA, MaMa pebeHka co CMA
To ecTb, OT Bpayell — MUHUMYM NHIOPMALNN, HY, TO €CTb, BOT 3TO, OENCTBUTENBHO, UHTEPHET,
N KaKne-To Pecypchbl, MopTasibl, KOTOPbIM Tbl OBEPSAELLb, HY MHOC eLLe COOBLEeCTBO APYrUX poau-
Tenemn, y KOTopbIX MOXXHO CMPOCUTb cCoBeT. MHOIro 4aToB MO NOOAEPHKKE UMEHHO CEMEN C AETbMMU

c ALMN, n otoenbHo No noaaepKe HELOHOLWEHHbIX OETEN, U BOT POOUTENN, Y KOTOPbIX OETU
rnocTaplue, KOTOPbIE MPOLUMIN Y)XKE 3Ty UCTOPUIO, HarpaBuUTb U pacCcKasaTb MPO X OMbIT.

CHexkaHa, Mama pebeHka ¢ ALl
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[na ntoboro nogobHOro NpoekKTa, B KOTOPbIN BeOeTcA
cBoboHbIN Habop ceMen, BaxkHa npobnema nHpopmun-
pPOBaHMA ero NoTeHLUManbHbIX y4acTHUKOB. Ham 6bino
WHTEPECHO y3HaTb, OTKyAa MHPOPMaHTbl 1 HPOPMAHTKN
y3Hanu o npoekxTe.

CeMbM yHYaCTHMUKOB NMPOEKTa MOXHO YC/IOBHO
pa3penuTb Ha 3 rpynnbi:

Y3Hanm o npoekTe
CaMOCTOATENbHO

O npoekTe pacckasan
npencTaBuTENb OQHOIMO
n3 poHOoB NMbO
CTOPOHHUI cneynanncT

Nonanun B NpoeKT
HedopManbLHoO

Bonblwana yacTb Nnpepcra-
BUTENEN ceMeln B 3TON
rpynne He uckana nogo6-
HbI MPOEKT «NPULENBHO»;
B uMTaTtax nHpopmMaHTOB

1 NHPOPMaHTOK dUrypu-
PYIOT Crl0Ba «Clly4anHo»,
«HaTKHYynacb», «y3Hanmn».
B yncne nnowapok n MecrT,
roe poounTenn Haxogunu

MpepcTaBuTenen ceMen
13 3TOW rpynnbl O Npo-
eKkTe nHdopMmposanm
cneymanncTbl U3 GoH-
00B, MOMOrawWmx AeTaM
C nx 3abonesaHueM, NMb6o
cneumanncTbl, C KOTO-
pbIMU 3aHMMatOTCA CEMbU
(dunsnyeckmne TepanesThl,
aproTepanesThbl).

Cylw,ecTBYyOT CEMbMW,
KOTOpble nonasnun B MPoeKT
HedopMarnbHo. Tak, ooHa
13 MHGOPMAHTOK OTKJIINK-
Hynacb Ha cooblieHne

OT 3HaKOMOro crneuuanmn-
CTa B pOAUTENTbCKOM YaTe
O MONCKe ceMbU, KoTopas
cornacunacb 6bl nNpu-
HATb y4acTie B CbeMKax

MHbOpMaLUIO O NPOEKTE,
3Ha4vaTcq «/IHcTarpam»,
coobuecTtBa poHaa B couu-

MHPOPMALMOHHbBIX MaTepu-
anoB ana npoekTta ¢poHpa
«Arpa».

arnbHbIX CETAX, TEMaTnye-
CKMe coobllecTBa ceMeN,
BOCMUTbIBAOWMNX OETEN

C MOXOXXNM 3ab0sIeBaHNEM,
pPOOUNTENBCKNE YaTbl.

<...> (MIMa cneuvanncTa), c KOTOPOW Mbl 3aHMMAaNNCb, OHa NMpucana B 06LMIA YaT CCbISIKY, BOT TaM
pebsaTa XOTAT aKTUBHYH KOJIACKY MCMOJb3... ICMPOBoBaTb, EC/N Bbl HE MPOTUB, YTO Y Bac Pe6EHOK
CHAJICA B peKJlaMe, BaM MogapsT 3Ty KOMACKY, A Takas: «On, cynep», U TyT e Hanucana, n TyT XKe
Hac 3anucanu, 1 TYyT Xe Npuexann BCe CHAMN, 3TO 6bI/I0 KaK-TO OYEHb JIErKO, MPOCTO U MPUKOJIbHO,
1 (MMA peBGeHKa) TYT e Nogapuin KONACKY, HaM He MPULLIOCh HUKYOA exaTb.

MaTtunbpa, Mama pebeHka ¢ LM

Opyron nHdopmaHTKe doHp «Mrpa», cobpaB Ha Bep-
TUKanusaTop 605blly0 CYMMY, NPEONOXNA NOTPaTUTb
OCTaTOK Ha aKTUBHYH KOJACKY:

[Nony4nnochk TaK, YTO y4anocb o4eHb BbICTPO cobpaTb AEHbIN, U CYMMY 60blUe, YHEM CTOMMOCTb
BepTMKanmMaaTopa, 1 Nosly4aeTcs, YTO OHU NPESJIONNNN, YTO BOT OHU ELLE HaM aKTUBHYIO KOMACKY
MPULLIIOT.

CHexkaHa, Mama pebeHka ¢ ALl
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O6e aTux ceMbun MUBYT B KPYMHbIX ropogax. Ix nona-
OaHne B NPOEKT He npeanonarano OOo/roro OxXnaaHus,
Yyepes3 KOTOPOE NPOXOAUNN APYyrue CEMbU, a MNOSOKe-
HMEe NepPBOWN CEMbM B NPOEKTE B LLESIOM MOXXHO Ha3BaTb
NPUBUNErNPOBaHHbIM.

B untate HMxe nHpopmaHTKa BCMOMMHAET, YTO B Cly-
Yae NpobrieMbl ee KONACKY 3abupann Ha «AHaeKc. Takcu»,
a 3aTeM gocTasnanm obpaTHo, yO0BETBOPUB €€ 3anpoc:

<..> KOF,EI,a HHﬂ,eI-(C, MOMOLLb Oblsla C TaKCU, OHN YEepes, HY, Ha TaKCu BOO6LLI,e K HaM npmnBo3nsin,
Korga taM 4T1o-TO JIOMaJi10Cb Y KOJIACKN, OHN Ha TaKCu CaMu 3a6|/|par||/| KOJTACKY, CaMn TaM 4YTO- TO
MEHANN N CaMn HaM NpuUBOo3nJinN, TO €ECTb 3TO KaKON-TO KOCMUYECKUIA YPOBEHb Ha CaMOM LOeJe, 3TO

NMPAM TO, YHTO HYXHO, BOT NMPAM TO, HTO HYXHO.

Takune ycnyrun nHbopMaHTKa cHMTaeT HeO6XogUMbIMU
O1A NogobHOro NpoeKkTa n NpeaocTaBneHna poanTenaMm
TCP B uenom:

MaTtunbpa, Mama pebeHka ¢ AL

BoT 10, 4TO OHIK npmnBo3NJIN CaMn KOJTACKY U TO, YHTO HE HYXHO 6b1510 BeraTb No 6YMa)+(I-(aM n BC€E
3TN CAHTUMETPbI KOMY-TO OOKa3biBaTb, 3TO NMPOCTO tombunyeckasn ncTtopud, A He 3Haro, KOCMOC,

BOT, 3TO O4YE€Hb KPYTO, TOJIbKO TaK N MOXHO, A CHUTAalo.

HaMm nokasanocb Ba)HbIM pa3rpaHUu4eHue, Kotopoe
MHPOPMaHTKU U UHPOPMaAHTbI NPOBOAAT MEXAy Meaun-
LUHCKMMUN cneunmanuctaMm n poauTenaMm-aKcnepTaMmm
B JTOKanbHbIX coobuiecTBax. MeonumnHCKne cneumnanmncTbl
npeacTaBnATCA B pacCKa3e TOYEYHO N OTKPbITO, YacTo
C YKazaHneM nMmeHmn n mecta pabortbl. Mpo akcnepToB-
poauTenei 60NbWMNHCTBO MHPOPMAHTOK\MHPOPMaH-
TOB rOBOPUT Pa3MbITO, OTBJIE4EHHO, 6e3 coobLeHunna
aeTtanen n upeHTudnumpyrowen nHpopmMaLmn: «4aTtbl»,
«pecypcbl B CETU», «3HAKOMbI€ MaMbl B rpynnax». Ham
KaKeTCA, YTO 3TO ClieCTBME HaANPAXXEHUA Mexay neru-
TAMHON MEAULIMHCKOW 3KCNEePTU3O0U U «napTusaH-
CKOW» poAUTENIbCKOMN 3KCNEePTU30M — poauTesiu MoryT
onacaTbCfl paCKpbiTb, CKOMINpPOMETUpPOBaTb CETH,
KOTOpbIe MOCTPOEHbI B coobLwecTBe, JIN60, BOSMOXHO,
«MoaCTaBUTb» CBONX 3HAKOMBbIX. [1ouTn BCce nHdop-
MaHTKN\MHPOPMAHTbl FOBOPWUJIU Ha TEMY NaLLUEHTCKUX
Co0o6LWECTB OCTOPOXHO, NOCJIe HaBOASALMUX BONPOCOB,
M CaMOCTOfITESIbHO MHOIrMe, paccKasbiBaf NpPo «UCToY-
HUKKN nHpopmauum o TCP», He ynoMuHanum coobLue-
CTBa, agpecyfAcCb K HUM TOJIbKO MO3Xe, Npn onncaHnmn
cneundunkm ncrnonbdyemboix TCP.
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Ha4yano yyactuna B npoekTe

Mocne TOro Kak CEMbU BbipPasuin CBOE YENaHMe Mnoy-
4acTBOBAaTb B MPOEKTE, HA4YaNICA NEPMNOL OXNOaHMA,

B TEYEHMNE KOTOPOro npeactaBmtTenn poHaa obuLannch
c npencTaBuTenamMm ceMmen. NpumeyaTenbHO, YTO B 3TOT
rnepuo HEKOTOPbIE CEMbW COMHEBASINCL B TOM, MNpu-
HUMaTb UM y4acTue B NPOEKTE U HET. DTO CBA3aHO

C Npo6s1eMON CTEPEOTUMHOIr0O BOCNPUATUA UHBaNUA,-
HOCTM, O KOTOPOW Mbl FOBOPU/IN BbILLE.

Tak, akTUBHasA KOJIACKa BOCNPUHUMAETCH HEKOTO-
pbiMM poauTenaMU KaK nperpaga gnsa gasbHeuwero
OCBOEHMUA X0A,bbbl, 4TO ABNAETCA OCHOBHOWN LLESbIO
MHOIMX poaunTenen, HECMOTPA Ha TAXECTb HAPYLLEHWIA
nx pebeHKa n poKyca COBpeEMEHHON peabunntaumn
Ha aganTaunio HapyLEHU, @ HE X YCTPaHEHME, KOTO-
poe 3a4acTyt HEBO3MOMXHO:

<..> nOCMOTpeJ'Ia 3TO U Mbl, KaK bbl, C MYMX¥EM, Y HaC TaKoe€, KaK Obl, oraceHune, Kak 6bl, 3BY4HUT
«UNHBanagHaA KOJMACKa» e, HY, KaK Obl, 3TO Hac, KaK bbl, HE O4EHb YCTpanmBasio B njiaHe Toro, 4To,
KaK 6bl, OH YKe OO0JIHEH XOONTb, 3a4€M OH O0JTHEH CI/I,D,eTb?

KceHunsa, mama pebeHka c LI

BoT, MMeHHO Ha NCMoJIb30BaHNE aKTUBHOW KOMACKW Y HAc BOT B Fpynne poauTenn BCe, BOT, KaK 3TO
CKasaTb, OVICKYCCUPOBann No 3TOMy NMoBO4Y, YTO, BOT, HE HAO0 Ha aKTUBKY CaXkaTb, pe6eHOK npu-
BbIKHET K KOJFICKE, HE 3aX04eT XoOuTb, TaM, Tyaa-ctoga. Hy, Takne pasrosopbl 6611, U Tbl HE 3Hana,
4TO, BOT, KaK 6bITb. / ecTBUTENbHO 3ayMblBanach <...>

HaTenna, mama pebeHKa co Spina Bifida
<...> Ho ™Mbl 0onro, Hy, He pelianuck, axke GaxT He TOro, YTOo, HY, MPUHATUE KOJIACKU, 3TO TAMKENO
OJ171 0ObIYHOIrO YESIOBEKA.
OkcaHa, mamMa pebeHKa co Spina Bifida
MpepcTtasutenn ¢oHOa, a NHOrA4a N CTOPOHHME cneum-
anncTbl, C KOTOPbIMU KOHTAKTUPYIOT CEMbU, BCTyMNanum
C HAMIW B Ananor n pasbACHANIN MJ1HOCbl NCMNOJIb30BaHNA
aKTUBHOW KOMACKN — POCT aKTUBHOCTU pebeHKa, Heob-

XOOMMOCTb KONACKN ONA NepenBum+eHna Ha ganbHune
pacCcToAHURA:

Ho sprotepaneBT ckasana HaM, 4YTO KOJiIACKa HeobxoavMa ois Toro, YTobbl, 3-3, 6paTb €€ Ha panb-
HMe pacCcToAHUSA, MOTOMY YTO pebeHOK ByaeT ycTaBaTb, LaXKe eClin OH ByOeT XO4uTb.

AnbbuHa, MmaMa pebeHKa co Spina Bifida
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[a BOT pasHble BOMPOCHI, KOHEYHO, BO3HMKaM B rosioBe. /l A KoHCynbTupoBanach, Kak BOT s BaM
paHee cKasasa, C 3proTeparneBTaMu, Kak MHe o6bAcHUa (MM crieumanncTa), YTo, BOT, aKTUBHas
KOJIACKa el Hy)XKHa ByaeT B ntobomM cny4dae. (Bagpixaer).

HaTtenna, mama pebeHka co Spina Bifida

OpnHa uns I/IHCI)OpMaHTOI-(, AnbbunHa, BnocneacTBnm oTKasa-
nacb OT UCMNOJIb30BaHNA aKTUBHOIN KOJIACKN, N B €€ Happa-
TNBE NPOCNEXNBAETCAH Y6e)+(,EI,eHVIe, 4YTO aKTUBHAaA KOJ1A-
CKa MOXET ABNATbCA rlperpa,u,0|7| K OCBOEHWIO X0ab6bl:

OHa n Bpoge 6bl 1 fierkas, U MasieHbKasi, U BCe, HO MHe Obl celid4ac caMol NoKa, MOXKET ObIThb,
HE XOTEesoCh, YTOBbI OH Caguca N NPUBbIKa K HEW, MOTOMY YTO TOrAa OH He ByaerT...

AnbbuHa, MaMa pebeHKa co Spina Bifida

[nA HeEKOTOpbIX poauTenen geTen ¢ MHBaINOHOCTbIO,
DaXke C TAXENbIM/ HapyLWeHNAMW, B NepBble roabl OCHOB-
HOW LLeNblo NPOAO/MKAET OCTaBaTbCA OCBOEHNE pebeHKOM
Xo4bbbl, «ncrnpasneHne pebeHka». ATo CBA3aHO B TOM
4yucne n c TeM, Kak C poguTenaMm obuwaroTca B rocynap-
CTBEHHbIX YUYpPEXOEHNAX:

MoToMy 4YTO BE3OE MOBOPUSIN O TOM, YTO, (B3AbIXAET) CTABUMM, MOYHO TaK rpybo CKasaTb, KPECT Ha
pebeHKe, FOBOPUSIN O TOM, YTO OH XOAUTb BOOOLLLE HUKOrAa He ByaeT, HNYero He ByLeT, B OOLLEM.

AnbbuHa, MmaMa pebeHKa co Spina Bifida

A ooHaxapbl obpaTunack y cebsa no MecTy, MHE Bpay CKasaJsl, YTO BaM BOOOLLE HNYETO HE HYXHO.
«Monounte, NycTb nexxunT». (Ynoibaetca). Bot u BCe. <...>

lNpackoBbs, MaMa pebeHka co CMA

CouwanbHble nccneposatenu Tnaro Moppeiipa n lNaono
MannaguHo, onucbiBaBLUME NPAKTUKN BbIE3LHOMO feYe-
HUA 6one3Hn NMapKMHCOHa, BBOOAT MOHATUA <KPEXNMOB
npaeabl U Hagexabl» (regime of truth and regimes of
hope)?2. 9T KaTeropun BBOAATCA UMW A1 ONMUCaHUSA
OTHOLUEHWNSA HAaY4YHOro N MegULLMHCKOro coobliecTBa

K MOAB/IEHNIO HOBENLUNX METOOUNK NEYEHNA N UX NOTEH-
Luunany B CpaBHEHUN C TPAAWULMOHHBIMY METO4aMW.
«PeynmoM npaBgbl» nccrenoBaTeNn HasblBakOT CKen-

TUYECKOE OTHOLWIEHME NaUMEHTOB N X NMpeacTaBUTe- 22. Moreira, T., & Palladino, P. (2005). Be-
o tween truth and hope: on Parkinson’s
Ner K HOBbIM MeTOAMKaM nevyeHna (<MHBECTULMA B TO, disease, neurotransplantation and
the production of the “self.” History
YTO A0NOAJIMHHO N3BECTHO, @ HE TO, YTO MOXET BbITb»), of the Human Sciences, 18(3), 55.82.
a TaKXe MHEHUE, YTO «BONbLUNHCTBO MEOUNLNHCKNX doir10.1177/0952695105059306.
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MeTOoL0B fle4yeHnAa MeHee 3PDEKTUBHbI, YHEM 3aABNA-
eTcaA». «PexnMoM Hagewabl», HanpoTMB, Ha3blBaeTCHA
ybeXXageHHOCTb B TOM, YTO «HOBble 1 6oniee adpPeKTnB-
Hble MeToAbl NEYEHNA HENPEMEHHO ByayT HaNAEHDI,
HaxoQ4ATCA Ha CTagun TECTUPOBaHMA, B NpoLecce pas-
paboTkun. B yacTtHOCTK, nccnepoBaHna n paspaboTKu
onpaBpgaHbl obelaHneM HanTn YygecHble NiekapcTBa
OT NBHYPUTENbHbIX BONE3HEN».

TN NOHATUA MPUMEHNMbI N ON1A aHann3a KOHTEK-
CcTa peabunutaunmn geTen ¢ HapyweHnAaMn. KoHueH-
TPUPOBaAHHOCTb Ha CaMOCTOATENbHON Xoabbe Kak
€ONHCTBEHHO XenaeMoM uTtore peabnnutaunm BHe
3aBMCUMOCTM OT YPOBHSA HapylleHni pebeHkKa (nare
€C/IN OH UCKIoYaeT xoabby Boobue nnm xoabby 6e3
NoAAEPHKIN) C HEAOCTATOYHBbIM BHUMAHNEM K APYIrM
cnocobamM CaMOCTOATENbHOINO NepeaBMKEHUA, KOTOPbIe
crnepyeT ocBavBaTb MOCTEMNEHHO, BOCXOOUT K «PEXUMY
Hapexabl». Pnsnyeckoe «ucnpasrneHne» Tena pebeHka
4acTO NPEeNOLHOCUTCA B KadecTBe Hanbonee x}enaHHoro
ona pogutenen ntora peabunutauun. No cnoesam AHHbI
KnenukoBoin#, «peabunutayma Tena 3adacTyro onsa
poouTenen CTaHOBUTCA OCHOBHOW N FMaBHOW JIHNEN
paboTbl Hag nanedeHnem pebeHka, CUHOHMMOM peabu-
nmTaummn Boodbue».

[Mpn 3TOM «pexnM Hagexnbl» nNpoeunpyeTca
He TONIbKO PpOAVUTENAMUN B KAa4eCTBE OTBETa Ha KaTe-
rOPUYHbIE N HE3TUYHbIE OLEHKN COCTOAHNA pebeHKa
crneuvanncTtamMm, HoO U YaCcTHbIMU cneymanncTaMn B Xxoae
KOMMYHUKaLNN C pOAUNTENAMMN N NMPOOBUMKEHUNA UX YCNYT:

Mbl NbITanncb, Jaxe Mbl €301, MHE KAXXETCH, 3TO BCE POOAUTENN, UCKaNN BCAKNX NEKapen. YTo Mbl
TONIbKO HU genann. Ho HeT. Mbl M TaiCKMe NWIOSbKN Kakue-To TaM. HaM, TaM, KocTornpaB ecTb
VW, YTO JIX, TO ECTb OH TOXXE €e OCMaTpuBaJsl, MU Mbl 3TU NUIIOMbKIK, BCe 6€3 ToNKYy. [MoaTomy. Hy,
K coxaneHuto, CMA Takas WTyKa, YTO OHa Hensnedrma.

Bacunuca, mama pebeHka co CMA

Ona aTnx nHPOPMaHTOK, HECMOTPA Ha OLLEHKY cneuna-
NMCTaMn COCTOAHMA NX OETEeN KaK CTabunbHOro, xapak-
TEPEH «PEXNM HaOEKObl» N BOCMIPUATUE KOMACKN KaK
«npoMexyTtoyHoro TCP» Ha nyTn K caMOCTOATENIbHOMY
XOXOEHWNIO, 8 HE KaK CpencTBa A1 NepenBmKeHnna

Ha fpanbHWe pacCTOAHUA, MOBbIWAKOLWEro CaMOCTOATESb-
HOCTb pebeHkKa:

MoToM y»e OacT MOHATb, HAYHET OH XOOUTb, EMY U KOJMIAACKA HE MoHag...(obutca).

KceHusa, mama pebeHka ¢ LM

23. Knenukoga, A., JledeHne NHBannaHoCcTn
1 addeKT nnauebo. TeKcT goknaga.
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PasroBop, KOTOPbI Mbl MAPKNPOBAaNN KaK «PeXunm
Hagewnabl», Ha Halw B3rnag, urpaet Ha 3TOM aTane
WHTEPBbIO POSIb OTCTYMJIEHNA Nepeq TEXHNYECKMN
nogpobHocTaMM nogbopa TCP; nHbopMaHTKN N nHPOp-
MaHTbl, KOTOPbIE BKAKOYUIN 3Ty TEMY B UHTEPBbIO,
CTapatoTCA OCTOPOXKHO PaCKpPbITb YA3BUMOCTb CBOUX
OXNOaHN OT OOJSITOBPEMEHHOIO MNylaHa peabunnTa-
LN, BOBHMKAKOLWLYHO N3-3a HEOMPEOENEHHOCTU INYHOIO
onbiTa paboTbl C peOEHKOM 1N ECTKOCTN MeguKann-
3MPOBaHHOIO B3rnAga, KoTopbin ANna HUX GopMynu-
pPYIOT MEOVLIMHCKME cneymnanncTbl. 9To cnocob gonon-
HUTENbHO ONCTaHLMNPOBaTb CBOKO HEYBEPEHHOCTb

OT 06W,EeN MONOKNTESNTBHON OLLEHKN MOBCEOHEBHOIO
NCNONb30BaHNA NOJSTYYEHHOWN KOJACKWN.

Mpouenypa CHATUA 3aMeEPOB AJ1A KOJIACKU

[Mocne Toro Kak ceMbs Noslyyana NoaTBEPXKOEHNE

006 yyacTum B NpPOEKTe, Nponcxogusia npoueaypa 3amMepa
pebeHKa. Y BCeX yHaCTHMKOB, KPOME CeEMbM, KOTOpan
nony4unna Konsacky 6narogapa cbeMke nHdopmMauum-
OHHbIX MaTepnanoB NPOeKTa, 3aMepbl MPONCXOOUNN
OVCTaHLNOHHO, No BUAEOCBA3N. VIHOrga ceMby KOH-
CynbTUpPOBaSINCh MO NMOBOAY 3aMEPOB CO CTOPOHHUMN
cneuvannucTamm, Hanpumep, N3 GoHO0B, B KOTOPbIX OHMK
4ncnAaTcA. 9TO AOKa3biBaeT BbICOKNIM YPOBEHb LOBEPUA
ceMel Nno OTHOWEHUIO K paboTHMKaM GOHAOB:

VI kak pas, BOT, Y Hac 6bina (MMA cnewumnanncTa), oHa NoMorfia HaM CHATb 3aMepbl Ha KOJISCKY Mnpa-

BUSIbHbIE. I/l Mbl, BOT, NX oTnpaBun.

AnbbuHa, MaMa pebeHKa co Spina Bifida

HeKOTOpre npencrtaBnTeEnN ceMen BOCnpmnHnmMmanu npo-
uenypy CHATUA 3aMepoB C 601blWNM BOSTHEHNEM, nepe-
XnBan, 4TO HEMNPaBUJIIbHOE €€ BbINMOJIHEHNE MOXET MNMpPU-
BECTUN K TOMY, HTO KOJIACKa HE nogonpet p66eHKYZ

A, CHUMann MepKU, MEPKN CHUManu, Bce rno TenedoHy, A Tak Nepexmnsarna, gymMana, Hy, Kak obl,

MOXET, A YUTO-TO HE TaK CAeEato. Her, BCe, BCE HOpMaJibHO, CHAN.

36

Bacunuca, mama pebeHka co CMA



Vicxopsa n3 HanonHeHNA HappaTuUBOB NpeacTaBuTenen
CEMeN, MOXHO 3aKJ04YNTb, YTO NpoLeaypa 3aMepoB
BOCMNpPUHMManacb M1 Kak 0gHa N3 caMbIX BaXHbIX CTa-
onn npoekTa. B cBA3M ¢ TeM, 4TO 3Ta npouenypa CTosb
BaXKHa N BOJSIHNTENbHA, 0gHa N3 NHGOPMaHTOK Npeaso-
Xuna B 6ygywemM cosgaTb OONOHUTENbHbIA YPOK MO
CHATUIO 3aMePOB A1F Y4aCTHUKOB NOJ00HbIX NPOEKTOB:

EoVHCTBEHHOE, MOXKET ObITb, 3HAETE, KAK-TO... MOXET ObITb, CO34aTb KAKOM-TO YPOK MO CHATUIO, BOT,
VIMEHHO 3aMepOB, MOTOMY YTO, TaK, BOT, AOMYCTUM, Y MEHA OH OLWVH TaKOW 1 NEPBbLIN, 1 BOOOLLE A HE
MOHMW... HE 3Hasa, YTO OCOBEHHbIM LETAM YTO-TO HYXHO TaKoe, A BOObLLe He 3Hana, 4To aenatb. Ecnm
6bl He (MMA cneumanncTa), A 6bl, MOXET BbiTb, BOOBLLE FOe-TO HE TaK CHAJMA 1 HEMPAaBUMIbHO Moca-
Ouna, a He Tak Obl YTO-TO genana. A oHa yXe, 3Has, 4TOo, BOT, 3TO OTClo4a A0 cloaa, AOMYCTUM, HYXKHO
KaKoe-TO pacCTOsIHME U3MEPUTb, OTCo4a 40 Clofda YTO-TO elle caenatb. BoT 9170 BOT BaXXHO — npa-
BWJIbHO CHATb MMEHHO 3aMepbl OJ1F KOJIACKMW.

AnbbunHa, MaMa pebeHka co Spina Bifida

Ocoboe BHMMaHne, cornacHo 0gHOMY U3 NHTEPBbLIO,
YAEnanocb napamMeTpam cnpgeHnsa. Kputnyeckoe 3Hade-
HMe pa3MepoB pebeHKa CBA3aHO TaKKe C TEM, YTO OeTun
B 9TOM BO3pacTe ObICTPO pacTyT:

O4yeHb [,0/1r0 Mbl COMHEBANNCh BMECTE C KypaTopaMu, KaKko nogobpaTb el pasMep, MOTOMY YTO
pebeHOK O4YeHb BLICTPO pacTeT, BOT.

Jinpna, mama pebeHka ¢ OLLIMN

B Heckonbkunx cny4danax, eC/in CPOKWM N3roToBJyiEHNA
KOJTACKW pacTtArmBajinCb, ceEMbAM Npmnxoannocob corna-
COoBblBaTb NOBTOPHbIE 3@aMEPDbI:

MNoTtom Y Hac Obin OOVH CO3BOH, r4e Mbl BMECTE C... TaM, 3HA4YNT, 6b1 npencTaBnUTESb CI)OH,EI,a n
npencrtasuTesb, BOT, KOTOprI7I OTBE... pa36|/|pancs:| B 3TUX BCEX HaCTpOVlKaX, (I)VI3VI‘-IeCI-(VIX NnoKa-
3aTensx, 4Tobbl npaBuJibHO pe6eHKa N3MEPUTD. Mol ero, ee N3MEPUSIN NMOJIHOCTbLIO, U, KaK Obl,
OHN B pa60Ty YLWwjin, BCE 3T OaHHbIE YLUJIN. Hy, TaM TOXE CJ1yHnsicd noToM |'(OBVI,EI,, TyAoa- cloga,
BCE 3acTonopuincb npon3soncrtBa. N-n-n npencrtaBuUTEslb CI)OH,D,a CHOBa BbllWeJT Ha CBA3b, 4YTO
,EI,aBaI?ITe CHOBa nepemMmepnM O04KY, NOTOMY 4YTO BCE€ paBHO OHa BblpoOC/ia, Mbl CHOBa CO3BOHWUJTIUCD,
BCE NnepemMmepuin, n HaM yxe KOJIACKY npucrannm 6orblue o pa3Mepy, HEM, HEM N3Ha4YaJibHO.

EceHusa, mama pebeHka co CMA
<...> A, Mbl 0O/MKHbI BbISIN €€ KaK, B CKOPOM BPEMEHU MOJTYYUTb, a-a, MOC/e BCEX MEPEMNNCOK BOT
aTux. Ho, ecTecTBEHHO, KaK, Ha pebeHKa pa3Mepbl BOT 3TW, HE pasMepbl, YTO6bl HOpPMasibHO, BOT,

TaM cupgena. A nony4yaeTcs, Mbl crioManu Hory. Ha 3 Mecsila 3aTsHynock. VisHavyanbHo 0o nepe-

noMa 6bIsI O4HM pa3Mepbl HOT, a Nocsie NepesioMa Moay4YnnInch gpyrmue pasMepsbl. Y Hac Ha gaH-
HbIl MOMEHT ofHa Hora 6onblue Apyroi. NMoHATHO, TO eCTb BbITAHYTbIN.

[me6, nana pebeHKka co Spina Bifida
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B Heckonbkunx cny4aax pasmepbl pebeHKa ¢ MOMeHTa
CHATNA pa3Mepa 1 00 MOMEHTa Noy4YeHUA KONACKN 3Ha-
YNTENIbHO N3MEHWSTNCb, @ MOBTOPHbIX 3aMepOB NPoOnU3-
BECTU He yaanocb, YTO COKpPaTUIO CPOK UCMNOJIb3OBa-
HUA KOJIACKU:

<...> [1oTOM MoO3BOHWN, CTann pasMep CrpawmnBaTb No BMOeoCBA3N, NO-MOEMY, TP pa3a MOXET
nepemepdann, 3a MMHYT NATb Y HAGC HGBEPHO 3TO BCE MNMpoLwsio, nepemMmepann-nepemMmepdsnn, oH 3a 3T1o
BPEMA MNMOTOJICTES1, BOT.

BepoHuka, mama pebeHka co Spina Bifida

SaMepvmm, MO3BOHWMIN, MOTOM BCE, KaK bbl, TaK, 6bICTpO OOJIKHbI Ob1nn nony4ynTb, HO X HET U

HET, HET, HET, N NMOTOM YX€ MNMo4YTu nosiroga npoxonounT, N OHW... A noTtomMm, a, onATb 3aMmepwunu, Hy, BCe
PaBHO KOJIACKa, Mbl KOJIACKY MoJ1y4unsan, Hy, NOTOM HEPE3 KaKOe-TO... A BOT 3TK BOT BpEMA HE OYEHb
MOMHIO KaKoe-TO, B Havasne OnATb e No3gHo. Ho moyTn 31O rof, KaxeTcs, npotLecc, 8 mecAueB
TOYHO, KaK Obl 6bI10 BOT 3TO BOT, BCE KaK 6bl, npolenypbl Mbl MNOJTYHUJIA. B ntore nosy4ymnocCb, 4TO
pe6eHOK MECHAL, B HUX Obl51 1 BCE, OH BbIPOC, HE Ta KOJIACKa, KOTOpad €My yXXe HaLo. BoT, n noka
Mbl, 3, 3allNTbl 0714 Cnny, noay4vasnun, BOT TaKUM o6pa30M 3TO, KakK 6bl, OOoNro, oonro wjia KoJ1IACo4Ka.

KceHunsa, mama pebeHka ¢ [LLM

Cny4an KceHun B LLe/1oM ABMAETCHA OYEHb NpuMeYaTesb-
HbiM. Paso4apoBaBLUNCb B 40JSITOM CPOKE N3roTOBMEHUA
KONACKW 1, C/ieaoBaTeNbHO, B MafleHbKOM 3arace ee Besin-
YMHBbI C Y4EeTOM pocTa pebeHka, KceHna nepepana nony4eH-
HYIO KONACKY OpYyromMy pebeHKy, CaMOCTOATESIbHO C MOMO-
b0 CTOPOHHUX cneunanucToB n3 gpyroro HKO coenana
HOBble 3aMepbl 1 gobuniack oT GoHOa OTKPbITUA HOBOIO
cbopa PMHaHCMPOBaHUA Ha N3rOTOBMEHNE NMIMOPTHOMN
KONACKN aNnA cBoero pebeHka. B atom cbope, 4ToObI cemMbA
Morfa Nnony4YmTb KOJIACKY ObICTpee, y4acTBOBaIv POACTBEH-
HUKK 1N 6nn3kne KceHnn. Bo BTopoi pa3 KceHunsa Takke
OoCTanacb He4OBOJIbHa CKOPOCTbIO paboTbl cneumnanncToB
$dOoHOa 1 NMPOLECCOM KOMMYHUKALWN C HUMN.

Takana 3HaunTeNbHaa MHTEPBEHLMA B paboTy NpoeKTa
OEMOHCTPUPYET aNbTeEPHaATUBHOE pa3BUTME POANTENIbCKON
areHTHOCTN — BONbLWMHCTBO poauTenen Bbibpann NO3NL NI
COIO3HNKOB MPOEKTA, HE MbITafACb MEHATb NPaKTUKN Npeao-
CTaBJ/IEHNA KOMACOK, AaXe HECMOTPA Ha CEPbe3HbIe Hey-
nob6cTBa, HeaPPEKTUBHOCTb KOJTACKM MO0 HEBO3MOXHOCTb
€€ 1CMosb30BaHusA.
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B (HasBaHue MarasuHa) noexanu ¢ Gn3nNoTepaneBToOM, U CreLmanncT BCe 3aMepPUl, BCe, KaK 6bl,
rOTOBO 6bIS10, CHET BbICTAB/IEH, BCE, CHET OTKPbIT BbIs1, HO OHU HaM, MEHEOXEP TaK 3abblsia B CPOK
oTtnpaBuTb. /I onAaTk Nucana, onAaTb NMcana, MocTOAHHO HarmoMuHana. <...> nucarna, rnicana, Haro-
MUHana, HanoMunHana. U, onsaTb e, 370 f0... Aosblle Npoanuiock. BoT, NOTOM Kak-To nepes HOBbIM
rofoM 3aKpbliv cbop, B AHBape, BpY. B nexkadbpe 19-ro A noMHto, Bpoae Obl OHa cyeT 3abbliia 1 Torga
BbICJ1asia, OTNpaBusia MHE CCbISIOUKY, N Yepes MecsLl,... Mbl TOXe KaK 6bl CBOUX POAHbIX N BIIN3KNX
BKJIKOHasN, MOTOM YTO OCTaBasloCb, U BOT OHU 3aKPbIUCh, CKasana, na. A roBopto, Kak KiaccHo,
ypa, HaM, OKa3blBaeTCA, Yke 3aKkpblnu, aa. (BagbixaeT). Hy, kKak, Hy, Kak 6bl, ga. Mbl 3aKpbinu, 1 f
nocrewnsa, YTobbl A CHET Cpasdy oTrnpaBuia, NepeoTrnpaBuia MeHemxepy (MMs cneuyannucTa), 4To
BOT — CYET, a, M0, €40 KaHVNKYIOB MOXXETE NEPEUNCIINTD, YTOObI 3TO ObicTpee 6b110?7» OHU cKasanu,
[0a, XOpOoLIO Mbl MepeyuncnnM, a B AHBape. Ecnn AHBapb, deBpanb, MapT — ABa MecAua, HY, Fae-To,

B KOHLLe, HY, BOT B MapTe Mbl OOJIKHbI Y)Ke, HABEpHOe, U Foe-To Yepes OBe HeAENN, A OyMalo, YTO,
HY, B KOHLLe MapTa Yy TOYHO, HaBEPHOE, A0MKHbI MOAYy4YnNTb. BOT Tak BOT, TOYHO A MOMHIO — 19-ro
OeKabps, (HepazbopumnBo) MecsL, f BOT TaK BOT nocymTtana, 243 Nim 4To-To TbiCAY Y Hac 6blo BCE.

KceHusa, mama pebeHka ¢ LM

CwuTyayunsa c gonrmMm oxngaHneM KOAACKM nocne npeno-
CTaB/IeHNA 3aMePOB — OAMNH N3 Hanbosiee yA3BUMbIX N KpU-
TUYHbIX 3TArNoB NpoeKTa. boNbWMHCTBO poanTenen B aTon
4YacTun paccKa3sa nepewnn K cueHaputo ¢popManbHOro nepe-
ymcneHma Npobnem, B KOTOPOW NHTEPBbLI CTAHOBUITOCH bbl
dopmon quality control co ctopoHbl dpoHaa «/rpa». Kak Mbl
y)Xe nucanu Bbilwe, 60MblUeN YacTblo POoAUTENEN 3Ta TEMA
Oblna pacckasaHa C No3nunin Meguaynm Mexagy «XopoLwunMm
MPOEKTOM» B LLESIOM U OTAE/bHBIMU TPYAHOCTAMMU, Y KOTO-
pbiX €CTb 06bACHEHME (KOBUA, ANCTAaHLUNOHHAA KOMMYHUKa-
LUWA, HeENpeaBuaeHHbIE N3MEHEHMNA TeNna pebeHKa).

OxupaHne, pocTaBKa U NpUeMKa KONACKHU

Mpouecc npenocTaBneHNA KONACKN BKoYan cbop
CpencTB Ha ee Npon3BoacTBo. PaboTHMKM doHAaa
nHPopMUpoBanun NpeacTaBUTENEN CEMEN O KaMMaHnn
no cbopy cpencTB Ha npepoctasnaemoe M TCP, n MHO-
rve ceMbun pasmewanu nHbopmaumnto o cbope Ha NNYHbIX
CTpaHuLax B CoLManbHbIX CETAX, OXOTHO MOLKOYanun

K cbopy CBOMX POOCTBEHHNKOB U 3HAKOMbIX:

A pacnpocTpaHsna, na, TOXe CTaBu/a «Kiacc», TOXe, TaM, pacnpocTpaHaia, Hy, TaM, No OpYy3bAM
TOXe Befb... Hy, B 00LLEM BOT TaK KaK pacnpoCTPaHALOT, TaK e 1 A genana. Ytobbl BUAHO 6bis10,
4TO NMOMOLLb HYXHa. B cbope oA Ta... 50 WTYK BOT TaKUX KOJIACOK e 6blno. BoT, 1 MeHA nonpo-
CUN TOXKE, YTOBbI 3Ty MHPOPMaLLMIO, eCn Bbl ByaoeTe pacnpoCcTpaHATb, TO Kak 6bl COOP AEHET, HY,
yObICTPUTCA, HY, N Nydlwe bynerT.

AHxxena, MaMa pebeHka co Spina Bifida

TaM Hy»XHO 6bISIO ONpPenEeNeHHOE KONMMYECTBO AeTEN. <...> Bo-nepBbix, onpeneneHHoe KOMNM4YecTBO
CYMMbI O0JIKHO 6bIS1I0 COBpaTbCA U ONMPeneeHHOE KONMMYECTBO KONMACOK ByaeT. BoT, Mbl yaanu,
noKa Bce cobepeTcs, NMoka, Hy, Npou... mponseenyTcs (cboli cBaA3M). ...cebe TaM Be3fe Ha CcTpa-
HUYKE, KTO KaK Mor, B 06LLLEM, TaK, MoMorasnu.

Bacunuca, mama pebeHka co CMA
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iarotoBneHunto KONACKM NpeglecTBoBasn Bbibop ee
uBeTa. BoibpaTb MOXXHO 6bl10 N3 ABYX BapunaHToB (Npwu
3TOM ofgHa U3 NHGOPMaHTOK YTBEPKOAET, HTO BapuaHTa
6bIn0 YeTbipe). KTo-To Bbi6Upan uBeT BMecTe C pebeH-
KoM. lNpumeyaTenbHO, 4TO OQHOU U3 CEMEN npucnanum
KOJIICKY He TOro uBeTa, KOTOpblA OHU BbliGpanu.

OXunpaHue KONAICKU Yy pasHbIX CEMen pacTaArmea-
JI0Cb Ha CPOK OT HECKOJIbKUX MecALleB Ao ropa. bonb-
LWNHCTBO CEMEN OTHEC/IOCb K 3TOMY NEpUoay OXngaHua
C TEPMEHNEM N MOHUMaHNEM, OTMeYas, YTO KOJIACKa
cTouna Toro, 4To6bl ee }paaTb:

Xpana fA... A nogana 3afBKY... OCEHbIO, MO-MOEMY, U A0 BECHbI A paana. [Jo anpens. <...>

B okTAOpe unm B HOABOPE, A Y)Xe He MOMHIO, Korga A 3afaBKy nogana. M B anpene, BOT, KOMsiCKa
npuwna. EMy y>ke 661510 4yTb 60osblue Tpex. <...> Hy, B 06LeM-TO A 3Hana, YTO KOJIACKa BCe paBHO
MPUAET, TaK YTO A 0COOO0 He nepexurBana. Hy, aanu KoOHeYHo. <...> Y HUX TaM KaKkue- To, HY, Mpo-
61eMbl He6osbLUVE BbISIN C MOCTABKOWM KOMACKU, U MO3TOMY OHW BCErga OT3BaHUBAaNNCh, TaK YTO
A He nepexuBana. <...> Hy, A He 3Hato, C MOCTaBKOW KaKkne-To NpobrieMbl, HY, TO, YTO BOBPEMS He
MOTFYT, Al Y)X€ HE MOMHIO TOYHO. <...> Hy, A He nepexrBana no 3ToMy NOBOLAY, MOTOMY YTO A 3HanNa,
4YTO KOJIFICKa BCE PaBHO MPUAET. <...> Vl »xgann Mbl KONACKY, HY, OKONO rofa rae-To Mbl Xpanu ee,
HO He MoYKasnesnu, YTo Mbl ee OOXKOaNUCh.

AH)xxena, maMa pebeHKka co Spina Bifida

Ho, kak 6bl, 3HaeTe, 3TO TOro CTOU0 — Nofoxaath rof. Hy, ron, oa, rog NpakTUYeCKM C MOMEHTA
nogadn 3asBKM 00 TOro, Kak HaM MpuLLia, NPaKTUYECKW rog, MpoLues. 9To CTOWSIO TOro AaThb,
MOTOMY YTO, HY, KOJIICKa MOJIHOCTbIO OMNpaBaana BCe HallK, TaM, OXXULAAHWSA, HAOEXObI U, CKaXKEM
TakK, cen4vac akTUBHO Nosib3yeMcs, Aa.

EBreHuns, mama pebeHka co CMA

JlocTaBKa KOJIACKN OCYLW,eCTBMANIaCb TPAHCMOPTHLIMUA
KoMnaHuaMu. lNpegctaBuTen ceMen nocyuTanm
YAO06HDbIM, 4YTO KOJIACKY MOXHO A,0CTaBUTb AOMOMN,

M BbICOKO OLLEHWUIU BO3MOXHOCTb Bbi6bOpa MHANBUAY-
aJIbHOro BPeMeHM J,0CTaBKW.

MpuMeYvaTenbHO, YTO HEKOTOPbIE CEMbU MO COD-
CTBEHHOMY XenaHnto cdopMnpoBan NepcoHasrbHbIn
dopmMaT gocTtaBku. TaK, NpeacTaBUTeNN OQHOW N3 CEMeN
caMu npuexanu B NyHKT Bblga4un ToBapa, OTKa3aBLWWUCb
OT O0CTaBKW Ha O0M:

Korpa nozsoHunun ¢ CO3KA, ckasanu, npuxoauTb 3abrpaTb, HO NPOCTO caMu 3abpasnu, MOTOMY YTO Mbl
OYeHb XOanu ee, Mbl HE CTanu »aaTtb, KOraa Ham npreesyT. BoT. Mbl ee, A cbesguna, 3abpana cama.

Bacunuca, mama pebeHka co CMA
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[pyraa ceMbs B cuUly 06CTOATENLCTB (HAXOANINCh

Ha nedeHnn) nonpocuna 6abylKy 3abpaTb KOMACKY

Ha noyTe. Ele ogHa ceMba 3aKka3ana LOCTaBKYy KO-
CKM He pgomon, a B HKO, B KOTOPOM OHK 3aHMMaIOTCA.
VIHbopMaHTKa 06BbACHAET 3TO TEM, YTO CNeumnanmncT osn-
YXeH Oblf1 MoKa3aTb, KaK Mosib30BaTbCA KOJIACKOW, CEMbA
MNCrosib30Basia KOJIACKY NOPLVMOHHO B paMKax 3aHATUN:

A-a, Mbl LOMOIA He CTann OoCTaBKy 0bOpMNATb, a cpasdy B (HasBaHME opraHuU3aLmn), MOTOMY YTO
crneumnanmncT Oo/MKeEH 6biTb, MOKa3aTb, KaK OH AO/IKEH CUAETb, KaK C HUM paboTaTb, 3TO HE Ka-
ObliA MecAL,, MecsL,, Hy, Kak 6bl, MecsAL, TaM Mocse, A0 3aHATUN, 00 KabuHeTa, TaK CKaXeM, B Konsa-
COYKe, 1 MoCse 3aHATUNIA TOYHO TaK e [0 BbIXoAa, TaK CKayeM. KonsacKy BOT TakMM o6pa3oM
3aHUManuco. MoNHOCTbIO NPAM BOT TaK BOT BblgaTb MOKa Mbl HE 6bISIV FOTOBbI, MO3TOMY 3TO 6bIS10,

B (Ha3BaHMe opraHM3aLLnm) HaXo0OUMNOCh.

CnepyeTt OTMETUTb, YTO KOMIMJIEKTaLUA, B KOTOPOU
npuxoausa KoJsiIicKa, otTsim4asacb OT CEMbMU K CEMbe.
Y KOro-To KosfiCKa npuLiia NosIHOCTbIO B cbope. B aToMm
c/ly4ae CEMbM NOCYUTANIN YAOOHDbIM TO, YTO KOJIACKY
He npuwiocb cobupartb. B page gpyrux cnyyvyaes Bce
OOMOJTHUTENbHbIE 3NTIEMEHTbI KOMACKN (py4Ka, Koneca

1 npoyee) 661N cHATbL. OgHa 13 MHGOPMAHTOK paccKa-
3ana, 4TO KOJIACKa npuexana K HUM 6e3 KOpobKu, TaK
KaK pabOTHUKN TPaAaHCMOPTHON KOMMNaHNN NOACHWUIIN, YTO
OHa 6blnia CNNWKOM rabapuTHOW.

[Mpn aTOM abCONMOTHO BCE CEMbM OTMEYaroT
NPOCTOTY COOPKN U HACTPOMKU KOJIACOK Aaxe
6e3 NoMoLLU UHCTPYKLLUN.

B aTtom TeMaTnyeckoM pasgene pogutenn npoaosi-
YKaloT CTpaTernto pacckasa, KOTOPYH Mbl ONKUCbIBaNmn
BbILLE: OHUN Bblpa)<atoT MOAAEPKKY NPOEKTY 1 oaroT
BbICOKYIO OLLEHKY 06LWen cutyaumm nepegadm KonsacKu,
TOJIbKO Y€ B 3TOM KOHTEKCTE pacCKasbiBasa O «BTO-
POCTENEHHbIX» TPYAHOCTAX, BO3HUKLLNX B NMpoLuecce
paboTbl, 1 CAaMOCTOATENIbHbIX MHNLMATUBaX, HaLeNeHHbIX
Ha pelweHmne Kak Npobrem, n3eecTHbix poHay «/rpa»,
TaK 1 NpobsieM, KOTOpbie ObTVN BUAVWMbI TOJTIbKO «N3HY-
Tpu» ceMbu (HanpuMep, n3aMeHeHne cnocoba n MecTa
JOCTaBKWN).
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I'IepBble Brne4yaTtjieHnAa u npoLecc oCBOEHUA
KOJTACKW

MNepBble BNnevyaTneHna npegcraButenen NHGOPMaHTOB

N MHPOPMAHTOK OT KONACKN ABNAKTCA MO3UTUBHbLIMUN, MHO-
rme He BEpWUaun B TO, YTO KOJIACKY Ha caMOM pgerne gocTta-
BUJIM UM 6ecnnaTtHo. OTo HeBepue BblsI0 CBA3aHO Kak

C A,0/rMM CPOKOM OXMOaHWA, TakK N C TEM, YTO HEKOTOpbIe
poouTenu paHee BCTpeyasiMcb ¢ 06MaHOM (OOVH N3 Ke-
$OHO0B OT UMEHU CEMbU cobupan AeHbrn ona nx pebeHka),
a TaKXe owywarT chepy peabnnmtTauMoOHHbIX YCNYr KaK
CWU/1IbHO KOMMEPLMOHANIN3UPOBAHHYIO.

BneuyatneHna nHpopMaHTOK N NHGOPMaHTOB OT KOJIA-
CKWN, KOHTEKCTYasIbHO CBA3aHHbIE C MEPBbIMU BReYaT/1eHU-
AMN pebeHKa N NPoLECCOM OCBOEHUA UM KONFCKU, MOXXHO
nogpasnennTb Ha cnenyrwme rpynmnbi:

OcBoeHuve n panbHelwee
Pe6eHoK 6bICTPO Pe6eHok nocTeneHHo MCMOSIb30BaHMeE
OCBOWJT KOMTACKY OCBanBasl KOJIACKY KONACKN NpeBpaTunoch

B 3HAYNTENbHYIO TPYOHOCTb

Pe6eHOK 6bICTPO OCBOWUJT KOJIACKY

[letn ns yncna tex, 4ToO ocBOUNN KOJTACKY 6bICTpO n NerxKo, uMenun onbIT yrnpas-
NEHNS aKTUBHOI KOJIACKOW, HO KOJTACKY 6bICTpO ocBamBannm gaxe 1€, KTo
HUKorga He nonb3oBanca TCP Takoro Tuna:

EcTecTBEHHO, Mbl 6bISTV O4EHDb panbl, Y MEHA 004Yb, KOrAa yBuaena aTy KOMACKY, CKa3ana:
«YbepunTe CTapyto, MHe OHa 6oriblue He HyXHa». Elle 1 ee NtobrMbIA LIBET, KpacHbIA, TaK OHa
1 BOOOLLE, HE MOMNM BbITaWMTb €€ N3 3Tol Konsickn. OHa o4YeHb pagoBanack. A NOTOM eLe
KOSIMaKW el Npucrann Kpacueble, OHa BCEM XBacTasacb, e3auna, rosopuna: «llocMoTpuTe,
KaKas y MeHs1 KpacuBas Kosisicka». OHa, MHe Ka)keTcs, 40 CUX MOop FOBOPUT, YTO Y HEe HoBasi
KOJAICKA, Y)XKe rof, npoLuen, HaBepHoe (ynbibaeTcs).

lNpackoBbA, MamMa pebeHka co CMA

HeT, BOT OH MpAM KaK cen B 3Ty KOJIACKY, OH Cpa3y B Hel 1 KaKk ByATO OH N3 HEE U He Bblyie-
3an HUKorga, oH NpaM cpasy noexan. Coobpa3swns, Kak 4YTO Hafo TaM, OH Hayasn KaTaTbCs.

B obuwiem cenvac... PaHblie oH y MeHsA No Nony non3sars, cernyvac OH Mo rosy rnonsaTb
BOOGLLLE HE XOYEeT, HO Ha[,0 ero BCe paBHO BbiCa)kBaTb. OH TOMBKO B KOJIACKY.

AHnxena, mamMa pebeHka co Spina Bifida

Hy, yo, (ynei6aeTtcs). Hy, s Torga Buneo cHaAna, korga nocagusia ee Ha KOJIACKY... OHa npo-
CTO XOxoTana, kpudana: «Mana, MHe npuwna Konsacka. CMoTpu, Kakas KnaccHasa.» BoT.

Hy, n e 6e3yMHO NoHpaBuIoCh, MOTOMY YTO OHa, OHa C HEW He cnasuna, oHa: «MaMa, Kak
yoo6Ho, Kakas OHa Nnerkas». To ecTb, Hy, HO OHa cpa3y KaTtaTbcA Hadana. (Pe6eHok Ha ¢oHe
FOBOPUT O TOM, YTO «KOJIACKA KraccHas»). O4eHb KnaccHasi, Bce YA06HO.

Bacunuca, mama pebeHka co CMA
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Hetn, KOTOpPbIE OCBamBasin KOJIACKY NOCTENEHHO, AcNnann 3T1o (I'IO cnoBaM
pO,EI,VITeJ'IeIZ) 1n3-3a 0COBEHHOCTEN CBOErO XapaKTepa njinm oTCyTCcTBuMA OMNbiTa
MosIb30BaHNA KOJTIACKOWN:

7 3TY KOJTACKY OCTaBWJIN Y HAGc n (Mma pe6eHKa) B HEN Havana e3gunTb NMOTNXOHbKY, CHa4Yana
rno o4HoOW KOMHaTe NpOoCTO Tyaa-croga, NoToM ogHax bl OHa, HY, OHa NpaBaa yXe rge-t1o
MecCAL,a YEPES YETbIPE TOJIbKO Bbl€EXasia B KOpMNOop, CaMa goexasa Ao KyXHu, ToO eECTb OHa
YX€ Ha4ana B bonee LWMNPOKOM MpPOCTpaHCTBE OPNEHTUNPOBAaTbCA.

MaTunbpa, Mmama pebeHka ¢ LM

[lonro oHa K Hel He NpuBbIKana, Hy Kak, AfA Hee BoobllEe BCE, YTO HOBOE, OYEHb TAMESO
BocrnpuHnMaeTcs. [NloToM noanpuBbIKia, Havana no YyTb-4yTb NepenBuraTbCA Mo KBap-
Tupe. <...> Hy, A y)xe roBopunna, 4To OHa BOT TAXESO NPUBbIKAET, HY BOT roe-To noaMecsaua
el noHago6unnoch.

OkcaHa, maMa pebeHka co Spina Bifida

Y Hee 6bi/10 3aMeLlaTeNIbCTBO CHavana, To eCTb OHa, HY, Mbl, Kak 6bl ee nocagunun. OHa, Hy,
KaK, KaK, 3aMellaTenbCTBO. Ho oHa 6bICTpO pa3obpanach, roe Hafoo Kak KpyTuTb Korleca,
yero Kak. Bo-nepBbix, Ob1/10 3aMeLllaTeNbCTBO, MOTOM ObIIO YOAUBNEHNE, YTO OHA MOXET
Kyoa-To poexaTb, M-M, caMa 4TO-TO B3ATb, CAoeNnatb, BOT. <...> E3gunTtb oHa, roBopto, cpasy
*e... Hy, cHa4yana 3710 6bI/10 He crela, KaK Obl, HY KaK-KaK-KaK-TO BCe paBHO C HEO0BEPUEM
C KaKUM-TO Ha4dunHana, cenyac y Hee BCe, BCE XOPOLWO. <...> To eCTb BMOJIHE XO... BCE, BCE,
afeKBaTHO OHa cebsa BeOeT N MOHUMAET, OJi1A Yero 370 BoobL,e BCe HaOo 1, Hy, yrpaBneHune
Yy HEE celyac NpAMO Ha 5 ¢ NIKCOoM.

EceHun, mama pebeHka co CMA
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OcBoeHue n panbHenlee UCMOSIb30BaHNE KONMACKN

npeepaTtunsioCb B SHAa4YUTEJIbHYIO TPYOHOCTb

B nccnepoBaHnm npnHAanm yyactme MMHUMYM 4 ceMbU, OETUN B KOTOPbIX OCBau-
Basn KOJIACKY C TPYAOM. B nepByto ovepenb aTO CBA3aHO C OCOOBEHHOCTAMIN Ona-
rHosa y Tpoux getenn — [LLIN: cnacTuka, HECNOCOBHOCTb CUHXPOHHO AENCTBO-
BaTb ABYMSA pyKaMn, HEO6XOAMMOCTb UCNOJSIb30BaHUA NOAAEPIKEK:

C KOJACKOW CNOXHOCTEN He 6bis10. CTOXHOCTb 6blf1a B TOM, YTO Y (MMSA pebeHKa) OMNATb e
cracTuKa, oa, v... [1na Toro 4tobbl en 3M, TaM... KpyTnTb, ONATHL YKe, CAMOCTOATENBHO nepe-
OBUraTbCH, e eLLe HYXKHO, e HYXHO BKIIOUNTb PYKW, 08, €/ HYXKHO OyMaTb, Kyga 3TO fenaTb,
a PyKun TOXe MIoxXo paboTaroT, MO3TOMY TYT 6blna TPYLHOCTb MMEHHO B TOM, YTO HYXHO MPUBbI-
KaTb, HYYXHO MHOIO BPEMEHW NMPOBOAUTbL B 3TOW KOMIACKE N NepeaBuratbes, 4J1A TOro YTobbI,
XM, 0NA Ha4yara Kak 6bl HaBbIKM pa3paboTaTb, HTO BOOBLLLE Mbl MOYKEM KPYTUTb KOJIECA, a YIKe
B MOCNenyroLwWweM HanpaeiaTb Yrosl, Kakor HaM HyxeH. BoT Takne TpygHOCTY Bbinn.

Jnpgnsa, mama pebeHka ¢ LM

Mpwn aToM ecnun Jlngma nnaHnMpyeT NPoao/MHKaTh NONIb30BaTbCA aKTUBHOWN KOACKOW,
TO CHeXaHa nNpu3HaeTca, 4TO nocne AJSIMTesNbHbIX NOMbITOK afanTUpoBaTbCH ee
ceMbsl, MOCOBETOBAaBLUUCH CO CMeLMasiucToOM, peLluusa OTKa3aTbCs OT KONIACKMU.
CHexaHa Npu3HaeTCcs, YTO OXMOaHNA OT TOro, HACKOJIbKO aKTUBHO ee pebeHoK byneT
NMONb30BaTbCA KOMIACKOW, HE COBMasnun C peasibHbIMU BO3MOXXHOCTAMU pebeHKa:

Mbl ee cobpanu, pebeHka Tyga nocaguiuv, Ha TOT MOMEHT A MPO aKTUBHbIE KOJIACKN Maro
4YTO NpepcTaBana, Ny MeHs 6bin1 TaKne NMoBbILEHHbIE OXNOAHURA, YTO peBeHOK cenvac

CAOET N KaK NoedeT Yepes geHeveK ObICTPOo-6bICTPO U BCe ByaeT genaTtb caM. Ho oxunga-
HUSA MO HEMHOXKO He onpaBhasunch, A4eno Obls1o Ha TOT MOMEHT HE B KOJTACKE, 1 UMEHHO
B ABUraTefibHbIX BO3MOXXHOCTAX pebeHKa.

CHexkaHa, Mama pebeHKka ¢ LM

Ewe ogHa npuynHa, No KOTOPOW KONACKa He nogowna pebeHKy CHexaHbl, — Hepo-
CTaTO4YHOE KOJINYECTBO NoaaepeK Ana pebeHKa ¢ ero ypoBHeM HapyLUEeHUR:

W, a nony4nnocob Tak, 4To pebeHOK MO C 4-M YPOBHEM, N Y HEMO KaK pa3 HegaBHO NPOn30-
LLEeST CKa4YOK pPOCTa 1 TOHYC B Horax eule yeBenum4duncsa. [MonyyaeTca, 4To eMy HYXHO 6osiblLue,
6onblue NOOOEPHKN BE3MAE: B CTOMAax, B TA30BOM NOOAEPKKE, FPYLHbIE NN GOKOBbIE Moa-
LEPXKN, TO ECTb Er0 HYXXHO Tyda NocagnuTb, KPEMKO 3aKPENUTb, N TOJSIbKO TOr4a OH MOXET
[enaTb YTO-TO pyKaMu. VIHaye OH TpaTuT, MHa4e OH CKa4blBaeTCA U TPaTUT O4EHb MHOIFO CUJl
Ha NnogaepXaHne CBOEro, Kak obl, MOSIOXEHNA CUAA, U Y HEFO COBEPLLUEHHO HE XBaTaeT, KaK
Obl, HX CUJIbl, HN BO3MOXHOCTW AenaTtb 4YTo-inbo pyKamu, a BOT TOr4a, Korga emMy 3adpukcu-
poBaTb CTOMbI, 3adUKCUPOBATL Tas, obecnevnBaTb OOKOBbLIE NOOOEPHKM, HTO Obl YTO-TO €0
LepXano n oH He CKnagblBancA, Toraa BOT OH MOXET pyKaMu 4TO-TO genatb. <...> HaMm Takon
onunn He NPELsIOXUAN, N HA TOT MOMEHT fl He... BOT y MeHA He Bbifio TaKoro onbiTa 1 3HaHWUIN
O TOM, 4TO.. A He NoHMMana, 4To MoeMy pPebeHKY HY>XHa MMEHHO KOJIACKAa C TaKUMM Nofa-
OEePXKaMM, B 3TOM A Ha4ana pa3dunpatbcsa nocne, 1 Nocsie BOT Mbl MOMEPUAN OAHY KOMACKY
dUpMbI, NO-MoeMy, (Ha3BaHMe KOMACKMN), U CTano NOHATHO, BOT KaK 3TO A0/IKHO BbIrMAOETh,
4TO6bI ObINO YAOOHO. <...> Hy, A 6bl cKasana, 4to gnsa geten ¢ AL, BoT ¢ 4-M ypoBHEM,

C 3-M, A1 He 3Halo, a KOJIICKa B TOM BMAE, B KOTOPOM OHa €CTb CeYac — OHa He NoaXoOuT.

CHe)kaHa, maMa pebeHka ¢ OLMN
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MonnHa Take 6blna BblHYXOEHa NPeKPaTUTb NOMbITKX NCNOSIb30BaHNA
npenoCcTaB/IEHHOW KOJTACKM:

NoToMy 4TO oA TOro, 4ToObl MCMNOMIb30BaTb aKTUBHYIO KOMACKY, HYXXHO YTOObI ABE PYKWU
CUHXPOHHO paboTanu, a Takon paboTbl Y pebeHKa HeTy. Mbl cTapanncb-cTapanuch, yyu-
JINCb-Y4YUNCb, HO CMYCTA KaKoe-TO BPEMSA MOJTYYMSIOCh TaK, YTO, 3M, 3Ta aKTUBHAafA KOJIACKa
cTana NacCMBHOM, MOTOMY YTO O4E€Hb MO3UTUBHO €€ BOCMNPUHMMaI U NPoCcusl, a-a, MoMo4b
€My B Hee CeCTb... <...> Ho npun aToM Ka4ecTBEHHO KaK-To nepenB... Hy, npoexaTtb Kyga-To,
TaM, 0OCTUYb CBOEN LeNin OH He Mor. [10o3ToOMy OH Mpocu ero, Hy, Kak 6ol goBe3TU... <...>
Tam ecTb Takasa py4ka g 3Toro npexkpacHas. BoT, Hy n co6CTBEHHO, 3TO MoJsly4ymniach nac-
CBHaA KOMAICKA, N KaKOe-TO BPEMS, 3M, 40Ma BOT Ha HEN OH BOT TaK €34uJ1, HO MOTOM BCe
MOMbITKN Ha HEWN BbIIN OCTAaHOBEHDI.

MonuHa, mama pebeHka ¢ [LLM

OpHon n3 npuyuH MNonnHa Ha3bIiBaET TO, YTO PpeOEHOK HavyMHan pasgpaxkaTbes,
MOTOMY YTO Y HEFO HE MOJTyyasiocb NepenBuraTbCA Ha KOMIACKE TaK aKTUBHO, KaK
OH XOY4eT.

OcobHAKOM cpenn TeX, KTO NPeKpaTui Nob30BaTbCA KOMACKON, CTOUT CEMbSA
AnbbuHbl. IHpopMaHTKa NnpeKkpaTniia NCNONb30BaHNE KOJIACKN NOCSIE HECKOb-
KX NOMbITOK NPUYYNTb K HEN pebeHKa:

Ho korpga no ¢akTy Mbl nony4mnnum ee, nocagunu pebeHka Tyna, OH arpecCMBHO BOCMPUHAN
3TO, YTO €ro Mbl Tyga Boobule 3acyHynu 1 3a4eM. [NoToMy 4TO B TO BPEMSA OH YXe MbITancs
JenaTb CBOM MepPBbIE LWaru, a-a, XxognTb U BoobLLe pa3BuBar, BOT, UMEHHO OTKPbI A8
cebAa HOBOE, TO, UTO OH MOXXET BOODLL e CTOATb U ABUraTbcA. A-a, Hy, Mbl MOTOM HE CTanu
fonblie genaTtb 3TUX NMOMbITOK N Yepe3 HEKOTOPOE BPEMA CHOBAa MbITanMCb €ro nocagunTb,
HO TaK KaK OH [arfiee pa3BUICA Y)XKe NOoJlyylle N cTan aKTUBHEE, OH MPOCTO OTTya Bbifie3

1 CTas, TO eCTb, HE Ha MECTO CUAALLErO B KOJIACKE, 8 HA MECTO PYKOBOAALLENO N BEAYLLENO
c3aau 1 cTan ee KataTb MPOCTO KaK MaluHy. B obuiem, BOT Tak. <...> Bpope 6bl Kak TyT
YOOOHEN 1 CMANT 1 BCE, HO HE MOLWIO EMY, OH HE MOT MOHATb TO, YTO BOT HaJ,0 BOT CaAMOMY
KPYTUTb, HY, PyKamMun BOT 3T1 BOT Konecuku. (BapopixaeT) U Bce, 1 Mbl 60/1blUE €4 He Mosb30-
Bas/INCb TaK, MO3TOMY OHa Yy Hac 1 B YexJe.

AnbbuHa, MaMa pebeHka co Spina Bifida
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HeratneBHoe BneyatneHne pebeHKa OT KOJIACKM BKYMe C NO3nLLNEN, YTO NCMOJIb-
30BaHMe aKTUBHON KOJIACKN TOPMO3UT OCBOEHME XO4b0bl, MPUBEN K TOMY, YTO
B ceMbe AnbbuHbl pebeHOK nepecTan Nonb30BaTbCA KOMACKON, N MHGOPMaHTKa
roToBa rnepenaTtb ee APYroMy Hy»XgatoLWeMycsa pebeHkKy.

[NMonoxunTtenbHbIM paKTOPOM, MOBMNABLUMM Ha NMEPBOE BNeYyaT/ieHne OT Kona-
CKWN pae y TeX CEMeW, B KOTOPbIX pebeHOK ocBanBan ee C TPyaoM, Obiin
nogapKuy, KOTOPbIMU GOHL, CONPOBOLAWIT KOMNACKY:

A-a, HeT, TaM elle, TaM eLlle C KOJIACKON BMeCTe NMpuLLesn nogapoyek, BOT, A BCNOMHWIA, 3TO
ObINI0 OYEHb TPOraTesibHO, O4eHb NPUATHO. A-a, py4YHOI paboTbl UFpyLLKa, BA3aHas... <...>
3alunK n nepeBrAHHasnA a-aKTUBHAaA KOJIACKa, Ha KOTOPOW cuaen 3ToT 3alyuK... <...>

BoT, Takana cTaTyaTo4Ka, U OTKPbITOYKa TaM ele 6bisia. ATo OblI0 O4YEHDb, a-a, TPoraTesibHoO,
3TO ObIIO MPSAM O4YeHb NPUATHO. BOT, N y Hac 3TOT 3ai4MK B-B KOJIACKE aKTUBHOW, a-a, CTOUT
(cMeeTcA), KaK LLeHTpanibHasAs KOMMO3ULLIUA OeKopa.

MNonuHa, mama pebeHka ¢ [LLM

[axe ¢ aTuMn KONACOYKaMn, TaM 3T HeborbLUNe, ManeHbK1e CragKue nogapKun, aTo
o4YeHb NPUATHO 6bIi1o (CMeeTcA) pebeHKY, Korga oH 3To Bce yBuaen. Boobue Bpoae 6bl LWOK
OJ1A HEero To, YTO 3TW Kosleca 6oNbLUME, HO U TYT e BOT 3TOT BOT HEGOJIbLUOW, HO CNagKuii
rnogapoK — 3To 6bI10 KaK-To, BOT, EMY 3TO PafoCTHO 6bio. (YnbibaeTcs).

AnbbuHa, MaMa pebeHka co Spina Bifida

BorT, 1 3aliky-To el npucnann B NogapokK, 1 oHa Boo6Lue AoBosbHa 6bina. Hy, Toxke Ha Kons-
cke. OH y Hac Tenepb PAABILLKOM C HEWN CTOUT. <...>

Bacunuca, mama pebeHka co CMA

Ha aToM aTane nHTepBbiO B paccKaszax MHGOPMaAHTOK U MHGOPMAHTOB NMPOEKT

n opraHmnsauuna poHaa «Mrpa» oTXo4NT Ha BTOPOI NiaH, a Brepes, BbIHOCUTCSA
areHTHOCTb pe6eHKa 1 areHTHOCTb KOJIACKUN, KOHCTPYKLUMA U NPUCYTCTBME KOTO-
PO HaKMa4bIBalOT OrPaHNYEHNA N 3a4atoT NTOrVKy cutyauun. VI nosntueHble, 1
HeraTUBHbIE OLLEHKMN CPOKYCMPOBaHbI YXKE Ha CaMoli KOJIICKE; poauTenn ctapa-
tOTCA «NepPEBECTU» ANIA UHTEPBbIOEpa MHEHNE pebeHKa O KOMIAICKE M MoKasaTb ero\
ee BO3MOXHoCTK ocBoeHus TCP. TeM He MeHee B posin «pacCKasyunKa» poanTenu

B 9TOM TEMATMYECKOM paspesie 3aHNMatoTCH KOHTPOIEM HappaTnBa, a Noapo6HbIe
O6bACHEHUA PEabUINTALNOHHBIX CUTYaLMIA N NPaKTUK pebeHKa B KONACKE B pac-
CKa3zax 3Ha4YMMO MapKMpPYIT NX ONA CRyLwaTensa Kak poauTenen-aKcnepTos.
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30HbI UCNOJIb30OBAHUA KOJTACKU

B BbIGOpKE €CTb HECKOJIbKO CEMEWN, KOTOPbIE NCMOJ1b-
3YIOT KOJMIACKY «Be3fe», nogpasyMeBas nog, 3TUM C/I0BOM
nCnoNb3oBaHME O0OMa, Ha ynuue, BO BPeEMA peabunmta-
LW N MOEe3O0K B Apyrue ropoaa:

A Tenepb Mbl BOT C Hell Be3ae. Mbl faxe, Hy, TO eCTb, A Mepexmnsana, AyMana, MOXeT 6biTb, OHa
OyLeT TsHKe... TAXKE, HY TAXKenoBaTa, AyMmarna cHadana — HeT, OHa BoobLLe 1 Mo BpycyaTKe Ha HEN
XOpPOLO faxe efeT. To eCTb HY HUKAKUX C... YTOBbI CNOXXHO fgaxe 6bis10. TaM e 3Tu, BCe paBHO
€CTb pybLbI-TO, @ Ha 3TUX pybLax NM TAXKeNo OENCTBUTENbHO Kosieca KaTtuTb. HeT. [lymana, 6ygeTt
TAXEN0 — HET, BCe HOpMaJsibHO. A yX no acdanbTy-To oHa TeM 6osee 6bICcTpo. <...>

Mbl — Be3pe! (CmeeTca). Mbl Besfe ¢ Hell. Bygb 3To MarasuH, 6ygb 3To 40M, A4OM, OHa MOCTOAHHO
Ha Hel. BoT. <...> BonbHuULa, B 60NbHULLE Ha HEN, Mbl 6€3 Hee HUKYLa.

Bacunuca, mama pebeHka co CMA

Hy, npoLunbiM IeTOM Mbl Jaye Ha poJIMKax KaTasncb C KOJIACKOM aKTUBHOM, TO eCTb A 6blfa Ha
posiKax, cTapluas goYKa Ha posinKax, a (MMA pebeHKa) B KOJACKE, 1 Mbl faXe rae y Hac TyT eCTb
niowiagka ofas ckenTbopaa, U Mbl, Hy, TaK KaK cTapluasn TaM Katasach, TO Mbl ¢ (MMA pebeHKa)
TOXEe Ty[a Ha aKTMBHOW KOJIICKE MO FOpKaM Mo MasltoCEHbKUM NMoKaTasncb, Hy TO €CTb HOpMasbHO
Mbl MPOrysMBaeMcs TaM B MarasvH, Cbe34MTb Ha aKTUBKE, eLLe YTO-TO, HO a TaM, aKTMBKa nosyya-
eTCs MaccuBHasl, MOTOMY YTO Al €€ BE3Y, TO ECTb TaK YTOOblI OHA UMEHHO KaTaslacA caMa Mo ropoay...
A ofHO BpeMs oHa 6ofack, MOTOMY YTO Y HEE, HY, 3pEHNE HE JaneKo, TO eCTb HY paguyc MeTp
roe-To oHa Buaena, BOT.

To ecTb 51 ee Masio oTrnycKarna, a BOT B KOHLLE JIeTa 5 Y)Ke Aa, CUAesna Ha ckamelike, (MMs pebeHKa)
TaM KaTasacb Tyga-ctofa NOHEMHOXEYKY, OCBaMBanacb B HEN, BOT.

MaTunbga, Mama pebeHka ¢ LI

/1 B MarasuH, n B TOProBbIil LLEHTP, U B FOPOA, Mbl €0,EM, B OCHOBHOM, B (Ha3BaHMe ropoaa) eaem
0117 MOKYMOK, HanpuMep, ecnv BeLWM Hago OETAM KYNUTb TaM, YTO-TO elle. <...>

Y Hac B CENNbCKOWM ME... Y Hac Jaxe B CEIbCKON MECTHOCTW eCTb nMapa ynuy, HeacdanbTUPOBaHHbIX,
B OCHOBHOM acdanbT Be3ge.

HaTtenna, mama pebeHka co Spina Bifida

EoVMHCTBEHHOE, YTO OCTaHaBNMBAaET TaKNE CEMbU OT KPY-
rNOrogMyHoOro NCrosib30BaHUA KOMACKN, — NOrogHble
YCITOBUA N KAYECTBO 3UMHEN YOOpPKN ynuu,. 3NMON Kons-
CKY Ha ynuue He ncnosib3yeT HXU ogHa ceMbA. K ToMy e
B XONo4HOe BpeMA roga pebeHOK BbIHYXOEH HOCUTb
TENNYIo oaexay, N3-3a Yero CTaHOBUTCA KPYMHEeE, 4TO
TOXE YCNOXHAET NCMOMb30BaHNE KOMACKN:

BoT TO, 4TO B 3UIMHEN OfEeXOe — KOHEYHO, OH Y)Ke B HEEe HEe BMECTUTCA. To eCTb MO YuLLE ero
31IMOW BE3TU A Y)KE HE CMOTY.

AHxkena, MaMa pebeHKa co Spina Bifida
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EcTb HECKONBbKO PaKTOpPOB, KOTOPbIE OrpaHNYNBaOT
NCNONb30BaHNE KOJTACKW Ha ynuLe:

OTcyTcTBME OO0CTYNHOM cpeabl B ropoae n nogbesne

HeT, Tonbko goma. Hy, Kak 6bl, LoMa, Korga B FOCTW, TaM, €3414M, €30USN, TaM, B UTPOBON LLEHTP,
Mbl 3TO KOJIACKY 6panu, Ha ynuue — HeT. Ha ynuue y Hac, K coxaneHuto, Hall ropog, OH OT 3TO...
LA UHBaNMA0B BOOOLLE MOSTHOCTBIO HE MpefHa3sHayeH. <...> [oCTynHoW cpeabl HETY.

EceHusn, mama pebeHka co CMA

A BOT Ha ynuLLe BOT HECKOJIbKO, Mapy pa3 Mbl C HAM FYNAMAW, HY, KaTuna s ero U BoT C/TIOXHO-
CTW C TE€M, YTOObI N3-3@ OTCYTCTBUA OOCTYMNHOI Cpefbl, YTO6bl KOMACKY CMYCTUTb N3 KBapTMpbI,
13 napagHon.

CHe)kaHa, MaMa pebeHka c LM

BHe poMa — 370 6o peabunntaumoHHbIA LEHTP, FAE Mbl MPOXO4UM peabunnTauuno B ropoge

y cebs, NMbo 3TO NETO C XOpoLlWmnM acdanstoM. Ecnm aTo 3MMa, BECHa UM OCEHb, Mbl HE BbIXOOUM
Ha 3TOW KonfAckKe. <...> [oToMY YTO 3TO FPA3HO, MOTOMY YTO Y HAC HET A0POr, MOTOMY YTo 6e30,0-
POXbe, Mbl Ha HEll HUKYOa He MoeneEM.

dnna, mama pebeHka co Spina Bifida

<...> BHe poma Mbl ele He BbIXxoawunu, BOT, AyMato, MOXKET, NeToM nonpobyeM. Ecnu poporu BoT
Yy Hac TYT MO3BOJAT. A TaK Mbl TOJIbKO B 6OJIbHULLE €€ NCMOJIb3YEM, N B KBapTUPE — KaTaeTcs.
<...> BOT Ha Y/IMLE Mbl eLLe Ha HEN HE e30UIN, HE 3HalD, HACKOJIbKO OHa YCTONYMBaRA Ha ynuue,
Mo TakKMM Joporam, Ho MO NPAMbIM, KaK Mo 6OSIbHULLE, MO AOMY, BOT TYT BMOJIHE YTpanBaerT.

MapuaHHa, MaMa pebeHKa co Spina Bifida

PekomMeHpauum no MCrnosib30BaHNIO aKTUBHOW KOJIACKN
ONA NnepenBMXeHNa Ha ganbHne pacCcToOAHNA, KOTopble
cneumanmncTbl NCMONb30Bann Aasa Toro, 4Tobbl CTUMYNU-
poBaTb CEMbU K BbIBOPY aKTUBHOWN KOJTIACKMN, MOFYT He
paboTaTb Npn OTCYTCTBMMN YCJIOBUI B ropoAe, rae npo-
YNBAET CEMbA.
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Y6expeHune, 4yTo pe6eHOK HepoCTaTO4YHO pa3BuUT

Mbl npo6oBann HECKObKO pas rynfATb B KOJIACKE Ha YL, HY, Mbl O OCHOBHOM KaTanu pebeHKa
caMu, MOTOMY YTO OH LENCTBMTESNbHO MOKa O0BOJSIbHO MeAJ IEHHO... TO ECTb OH Cpasy MOHSAN, YTO

Hapo Aenatb, HO U3-3a TOro, YTO Ero MOTOPUKA B PyKaX CHUXEHa TOXKe, OH 0O4YeHb MeAJIEHHO MOKa
KPYTWT KoJleca, BOT.

CHexkaHa, Mama pebeHka ¢ OLLIMN

A Mbl Ha yN1LY He Bbl€3Kasl1, OHa caMa-To TaK, YyTb-4yTb COBCEM BOT, Y HEE, HYy, OTCTaBaHue
B pasBUTUM €CTb, MO3TOMY Mbl... Ha ynnuy elie Mbl He Bble3anu. <...>
Ho Tak BOT y Hac ecTb ftoau, Y KOTOPbIX OETU Ha KOMSACKaXx.

OkcaHa, maMa pebeHka co Spina Bifida

CTan, YTO B KOJIACKE 4TO-TO CJIOMaeTCH

[la HeT, Mbl B MPUHLUIME HEMHOXKO MPOCTO NMOAHACTPOWINCh B KAKUX-TO BELLLAX, Oa, MPOCTO, HY,
KaK 6bl MOHMMAEM Y)Ke, YTO, 3a4eM U KaK. IaHa4yaribHO NPOCTO B KAKMX-TO MECTax, MOXET BbITb,
nobanBanuncb, YTobbI YTO-TO HE CJIOMaNoOCh, HE COrHYNOCh.

Bacunuin, nana pe6eHka co CMA

<...> Y706bl OHa, B MPEKPACHOM COCTOAHUN, MOTOMY YTO Ha YNULE OHAa B HEW, HY, HE €34T, Mbl €€
Hpanun, Ho NPOCTO, a-a... CKa)ky YECTHO — »KaJlKo, 4a, TO ECTb TaKYH KOJIACKY MO yuLe B Hallen,
HanpuMep, Toxe (HasBaHWe ropoaa), 4a, YTob, Hy, 3TO €CJIN KaKOoI-TO NapK €elle YTo- TO, ECNN Ha
OTAbIX €34MM, TO ga. Ho Tak oHa no Hel B OCHOBHOM MepenBuraeTca gomMa. <...> To ecTb ecnim TaM
KaKOW-TO OCKOJIOK, f1 lyMato, YTO, HY, TaM HE O0CTYM, HE HAaCTO/IbKO O0CTAaTOYHO 3TU LWNHbI, YTO Aa,
4YTO TaM... MOXKeT YTO-TO NOBPEANTb, N Mbl BOOOLLE, KaK Obl, HYXHO OyOeT MEHATb 3TO U TaK Jaree.
MoaToMy 3TO TONIbKO O0Ma, AOMa aKTUBHAaA KOMACKaA.

Jinpgnna, mama pebeHka ¢ ALLIMN

[loMa KONACKY NCNOoNb3yT NPaKTUYECKN BCE CEMbMN,
KpOMe ABYX, UCNONb3YIOUWMNX KOACKY Ha 3aHATUAX

B HKO co ctopoHHMMK cneunanuctamMmn. Bnpoyem, cyue-
CTBYET CEMbS, KOTOPAA MMEET C/IOKHOCTN B NCMOb30-
BaHUN KONACKW JOMa 13-3a HENOAXOOALEN NITaHNPOBKN
N B UTOre onTMMasnbHbIM CMOCOH6OM NepeMeLLeHna s
pebeHka NHGOpMaHTKa cHMUTaET Non3aHune:

[oMa Mbl Nnpo6oBanun ee NCMNosIb30BaTb, HO BOT A FOBOPHO, YTO Y HAC HE O4YEHb MHOIO JOMa MecTa

N B KAKNX-TO, KaKMe-TO NOMELLEHMNSA, KaK-TO... ClIOXHO NoabexaTtb, HY 1, HAaNpuMep, B BaHHY MOMXHO
[0exaTb, HO 4,0 PAKOBUWHbI, MOHATHO, HE 4,0CTaTb, MOTOMY YTO OHa BbICOKO 1 BaHHAa Yy Hac TaM
O4YeHb ManeHbKanA C ayLweBon KabHOM, TaM, HY, TOJIbKO Tbl MOXELUb BblexaTb, U BCe. Ha KyxHe Mbl
BOT NMPo6oBann akTUBHO, HY, TO €CTb B HEWN TaM YTO-TO, MOCYAOMOMKY BK/HO4YaTb, €LLe TaM YTO-TO
nenaTb, HO BOT MO O0MY peOEHOK BOT Havasl nepenBuraTbCca rnosisas, U 3To, KOHEYHO, 6onee
YOO0OHO, BOT, OJ1f HErO OKa3asioCb, YEM Ca)kaTb, MOMELLATb Ero B KOMIACKY 1 BOT YTOObl OH Npo6o-
BaJl TaM Kyga-ToO OYE€Hb MeOJIEHHO exaTb.

Jlnguna, mama pebeHka ¢ LM
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dTa yacTb paccKasa y 6onbwmHCTBaA MHPOPMAHTOB NOCBALLEHA
OB6BACHEHUIO TOrO, KaK KOJIACKa BCTPOEHa B MOBCELHEBHYIO
«HOPMasbHYIO» YN3Hb CEMbW; N3 areHTa, KOTOpbIA 3agaeT rpa-
HNLbl BOBMOXHOCTEN Pa3BUTUA CUTYaLNA NCNOSb30BaHMA,
KOJ/IACKa NpeBpaLlLaeTca B NOBCEAHEBHbIV MHCTPYMEHT, KOTOPbIN
MOYHO «MOTPebNATbL», B TOM YMCNE B CMbIC/1€ OEMOHCTPATMB-
HOro noTpebneHnsa (HanpuMep, PEKPEALMOHHON aKTUBHOCTN
Bceln ceMben). [Mpobnembl, cBA3aHHbIE C MOBCEAHEBHbIM NCMOJb-
30BaHNEM KOMACKUN, 60MbLINHCTBO MHPOPMaHTOB/MHbOPMaH-
TOK TaK)XXe NnoJatoT Kak COOTHOLIEHNE OKPYXKatoLWen cpenbl

1N NOoTpebHOCTEN AETEN, B KOTOPbIX KOJIACKA UrpaeT BTOPUYHYIO
pPOSib NHCTPYMEHTA, UMEIOLLENO «€CTECTBEHHbIE» OFPaHNYEHNA.

BrneyaTneHunsa OoT KONIACKU N OLLEHKa ee BIUAHUA
Ha XN3Hb pebeHkKa

BnevaTtneHne pogutenen ot onbiTa NCMosb30BaHNA NX PeBEHKOM
aKTUBHOW KOJIAICKN BO MHOIroM popMupyeTca TEMU N3MEHEHNAMMN,
KOTOpbI€ KOJSIACKa NMPMBHECSIa B aKTUBHOCTb pebeHKka. Pogutenn
OTMEYaloT, YTO NCMOJSIb30BaHNE KOMACKN 3HAYNTENBHO YBETNYNIIO
aKTUBHOCTb X pebeHKa B CneayrowmX BaXHbIX 19 HUX acneKTax.

YBenunyeHue MO6USIbHOCTU, aKTUBHOCTU U CAMOCTOATEJNIbHOCTM

B HappaTtuBax nHpopMaHTOB KONACKa NpeacTaeT yCTPONCTBOM,
noLapuBLINM KaK pebeHKy, TaK 1 B3POCNIOMY 60/bLlyto MOOUb-
HOCTb. PebeHOK oKa3biBaeTcA 6osee cBOOOOHLIM B MepeMeLLe-
HUAX, @ BBPOC/IOMY HE MPUXOANTCA HOCUTb pebeHKa Ha pyKax.

B HappaTtuBax pogutenein gns KOJIACKUN B KOHTEKCTE UCMOJIb30-
BaHNA pebeHKOM ynoTpebnatoTcA TenecHble MeTadopbl: «BTO-
pble Horu» (Mneb6), «<Horn ana Mmoen go4vkn» (EceHunn), Ho Takxke,
roBopA 0 cCO6CTBEHHOW cBOBOAE, KOTOpaa noaBuiack 6bnarogapa
KonAcke, BepoHunka rosopuT: «Konfacka — 3aTto Mou pykmn». Poou-
Tenn oTMeYaroT, YTo Bnarogapa KOMIACKe OeTV OKpPenau, yBenun-
ynsiacb Nx pU3nNYecKana cuia — YKPENUINChb PyKn n nneym. ItomMmy
CMOCOBCTBYIOT Ka4eCcTBa KOIACKMN, KOTOPblE OTMEeYaloT NpaKTuye-
CKMN BCE NHPOPMaHTbI 1 NHGOPMAHTKWN, — JIErkas, MaHeBpeHHas,
MobunbHasn.

HKonfacka HaMm, Hy, KaK 6bl, mogapuna, MOXHO CKa3aTb, I13Hb. OHa Ha KOMACKY BOT cena, Hadana 6biTb
CaMOCTOATESbHOM. A TO Y Hac (OHa) To Ha AMBaHYMKE CUOUT, TO B KPECTIE €€, HY, B CTONMKE. KaK 6bl
BOOOLLE HEMOOBVKHbIA 06pa3 Mn3HM 6bin. A Ha KOMAICKE OHa BOH — caMa €34T, OeNaeT, YTO el HYXKHO,
37O BTOpble Horu. (HeHa roBopuT Ha doHe: «PasBuBaTbcA cTana»). PasBnBaTbcA Hayana Ha KOMACKe.

[me6, nana pebeHka co Spina Bifida
Hy, BOT celtvac, onATb e, FOBOPO, HTO OHa CTasia HaMHOro 6o/blue BPEMEHW NPOBOAMTL Ha KONS-
CKe, e30UTb, Y Hee Kpern4ye cTan MMEHHO BOT 3TOT MNJIEYEBOM NOAC — PYKW, Nfeyu, rpynb, BOT 3TO

BOT HAMHOIO CUSibHee cTano. To ecTb 3To 61arofaps KOMACKe. <...> DTO e BCe pPaBHO ABMKEHME,
paboTa pyK, nney. B o6uweM, B 3TOM [a, KOSIFiCKa HaM 04eHb rnomorna.
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NccneposaHune pomMmaluHero naHp,Luad>Ta, HaxoXxpeHue
Ha oOgHOM ypoOoBH€ C npeaoMeTaMun, AoCcTtyn K npegMeTamMm

KonAacka pana petaM BO3MOXXHOCTb CBOOOOHO N aKTUBHO
nepenBuraTbCA Mo KBapTUpPe U He TOSIbKO MMeTb LOCTYnN
K npegMeTaM, UrpyLlwKaM, Haxogacb C HAMW Ha OQHOM
YPOBHE, N B3aUMO4ENCTBOBATb C HAMMN, HO N MPOABNATb
aKTUBHOCTb B A0OMALLUHUX Oenax.

Hy, ceityac oHa 6osiee aKTUBHA, OHa CTapaeTcs, MPOCUT MOMO... HY, YTOObl OHa Oblfla MOMOLLHW-
LLeR, TaM, A HE 3HAO, YTO-TO OTHECTU, YBE3TU, MPUBE3TU. <...> ECNin Mo NepBOCTN B KOJNACKY Mbl
€€, MOXHO... HY, KaK 6bl, KaK CKasaTb, Mbl €e BCaawuan HeHagoro, oHa roeopwna, TaM: «H 6bICTPO
yCTato, MHe Hagoeno, A 6yny cugetb». <...>

To cen4ac 3To yXe NMpPoCTO €€ C yTpa, OHa 3aBTPAKAaET, €€ cagAT B KOJIACKY, OHa Ao obena, oHa

B KOJIACKE, OHa 3aHMMAaeTCA YEM-TO...

KaknMu-To pasBuBaloOWMMIN ECNN 3aHATUAMMN, UTPAMUN, MOTOM CIUT, N MOTOM CHOBA B KOJIACKY
caounTcA. To ecTb OHa cel4ac NOSIHOCTbIO, MOJSIHOCTbIO, MOXHO CKa3aTb, Ha Konfacke. U, ecte-
CTBEHHO, aKTUBHOCTb TaM BbllIE — MMEHHO TO 4YTO B 6bITy 60oJsiee caMoCTOoATENbHA CTana, B urpax
B CBOMX CaMOCTOATESIbHA, YTO-TO CaMa FOe-To MOXET B3ATb. ECnin paHblue oHa MeHA npocusia o
MOMOLLN, CENYAC OHa Y)XKe, EC/IN € YTO-TO Haf4,0, OHa MOObE3XKAET, ABUraeT TaM, 3HAaeTe, KPECSIO,
KOMMbIOTEPHOE KPECIIO MOXET OTOABUHYTb C MOMOLLBIO KOMIACKW. <...> Hy, Ha KonficKke BepHee
CXBaTUTbCA W OTOABMHYTb, TO ECTb CENYAC, KOHEYHO, Oa, 6osiee aKTUBHO OHa MOJIb3YEeTCA €N, YEM
Korga BOT HaM, BOT, €€ B TOM rofy B anpesie, No-MoeMy, Mbl €€ NOYy4YUIn.

EceHusn, mama pebeHka co CMA

<...> Bo-nepBbix, urpyLwkxun sce 6epet cama. Hy, Tak e, KaK Ha Hall ceiyac, Ha AoMallH... Hy, Kak
6bl, e3onT. OHa caMa UrpyLwKmn 6epeT, oHa caMa LOCTaeT, caMa ybupaeT To, 4To Hago. /1 oHa cama,
TO ecTb, B Npefesiax ee ypoBHA OHa BCE MPEKPACHO AOCTAHET, WKadbl OTKPbIBAET, C MOSIKM TaM
oLeXay MOXEeT B3ATh.

To ecTb BCce KapaunHanbHO MOMEHAOCH, HEXENN KOrAa OHa cupena npocTo B cTyne. Huyero He
Morna B3ATb caMa, NpPoCcTo Mbl nogasanu. Hy coBceM He To, YTo...

Bacunnunca, mama pebeHka co CMA

<...> BoT, TOo ecTb el KonfAckKa ,D,el\/‘ICTBVITeﬂbHO noMorsia Kak-To pa3BnTbCA a, HY, KaKnNe-To CBOn
HaBbIKN N OWYLWEHNA B MPOCTPAaHCTBE KaK-TO No-A4pyroMmy 4yBCTBOBaTb, BOT, 1 3TO O4EHb 340POBO.

MaTunbpa, Mmama pebeHka ¢ [LLM

OHa, BOT, rnasa OTKpbIBaeT yTPOM, cpa3sy: «MaM, nocagmn MeHa Ha KOJIACKY», <...>

W Besne, oHa Aa)ke Ha BTOPOW AeHb MOCe TOFO Kak Mbl MOSYYUNN KOMACKY, BCErAa MeyTa y Hee
6bina, BOT, B MnaTo4Kax MOUX MOKOMaTbCH, OHa cpasy, BOT, M-M, Noexasia Ha KONACo4YKe, obpanach
0,0 9TOr0 KOMOoAa, OTKpbINa WKadUMK 1 BCE NIaTOYKN MOW Hadana no ogHOMY BbiTackmBaTb. (CMe-
eTcA). <...> Celvac yxe Besfe NeseT, BE3[e MOXET A0TPOHYTbCH, MOLLynaTb, rAe el NHTEPECHO,
LWKaUYUKN OTKPbITb, BCE YTO HAA0 BbIHECTU, KYAA-TO YTO-TO OTHECTU, NepepaTb. (YnbibaeTca).
ViHorpa pae TaHLYEM Ha KOJACKE.

MaTunbpa, Mmama pebeHka ¢ LI
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O6uweHune c AopyruMmu aeTbMm

icnonb3oBaHne aKTUBHOW KOMACKN TaKe CTUMYnpyeT
obuieHne pebeHKka C ApyruMn geTbMm — Kak C HOpMOTU-
NMUYHBIMW, TaK N C APYTUMN OETbMU C UHBaNNLHOCTbIO. [eTu
MHOIMMX NHGOPMaHTOK N NHGOPMaHTOB BCTPEYASINCb C HUMM
Ha peabunuTaunm 1 gaxe NpoboBann NOCUAETb B X KOMA-
CKax, a Tenepb 6narogaps NosABNEHNO COOCTBEHHON aKTMB-
HOI KOMACKMW NONYYNNN BO3MOXHOCTb 06LWAaTbCA C HAMMW

Ha paBHbIX N NPOBOOMUTb BPEMSA BMECTE.

Ham aTa Konfcka nomMoraet, 4To6bl OH obLwancsa ¢ ApyruMm AeTbMun. To eCTb HE TOJIbKO TakK, YTO

K HEMY NOOO0NAET KaKOW-TO pebEeHOK TaM nourpaTb, MOFOBOPUTb, @ Ha 3TOW KOJIACKE OH CaM K KOMY
Hag0 NoObes)KaeT, pa3roBapuBaceT, urpaeT, obuiaetca. B marasvHe gaxe npuy4aem tam nogbe-
XaTb, YTO-TO B3ATb. O ECTb OH CAMOCTOATENIbHEE CTal HAMHOIO C 3TOW KONACKOW. <...> OH cam

CaMOCTOATESIbHO €34UT Ha 3TOWM KOJIACKE.

BepoHuka, mama pebeHka co Spina Bifida

OHa KaTanacb ¢ pe6F|TaMI/I, Y KOTOPbIX KOJ1ECa, HY KaK Ha TaHL,eBaJibHbIX KOJIACKaXx.
BoT 4yenosekx, KOTOprVI C HUMWM 3aHMMaEeTCA Ha 3TUX KOJIACKax, HY Ha CBOEW, OHa rOBOPWUT, YTO BCe-

TaKn TaKne TaHueBaslbHbl€ KOJ1ieca, Noa TaKMM HaK/IOHOM, ferye. <...>

XoTfA A BOT HE 3Halo, MOTOMY 4YTO TaM KOJIACKUN 6onbline, N A ee TyOoa HE cagwuna, HE caxarna. MNoa-

TOMY CJTIOXHO CKa3aTb, Ha YeM 6b1s10 6bl el KOMPOPTHENR.

dnna, Mmama pebeHka co Spina Bifida

N3MmeHeHMe OTHOLWEHMUSA K LenaM peabunuraumm

icnonb3oBaHMe aKTUBHOW KOJTACKW CMOCOBHO N3MEHUTb
OTHOLLUEHME poauTenen pebeHka c MHBaNMOHOCTbIO K peabu-
nuTaumn, LEenaM 1N BO3MOMHOCTAM pebeHKa, NepeKTIUNTbCA
C «pEeXMMa Hagexabl» Ha «PeXnM npasabl» 1 NepecTaTb
CUYNTaTb KOJIACKY NPErpagon Ha nyT CaMOCTOATENbHOIo
OCBOEHUA X0A4bbbl, @ Xo0Abby N «ucrnpaBneHne» — eanH-
CTBEHHOW LLENbIO 3aHATUIA.

Mbl, 1 YECTHO CKay, Mbl fl@Xe He paccMaTpuBani 3TOT BapuaHT, a-a, U Korga nosBuiach aTa Kosns-
CKa, Mbl, COBCTBEHHO, YK€ MO-APYroMy HEMHOMKO CMOTPETb Ha4asin Ha BCKO CUTYaL Mo, MOTOMY
4YTO BOT TaKMe BeLLU, OHM HYXKHbl. ECnin peBeHOK He XoguT, a-a, HY>XHO caenaTh TaK, YToObl OH 6bin
AKTUBHbIM, HACKOJTbKO 3TO BO3MOXHO B €ro pecypcax, Aa, 3To pyKu paboyne, 3Ha4YnT, CarkaeM Ha
KOJMIACOYKY U efeM, Aa, caMmocTonTelbHO. COOTBETCTBEHHO, JaXKe C MPUXOLOM 3TON KOMACKMN Mbl
NMPOCTO MHOrOE MOHSAMN N CMPOCUNN CEBRA: a MOYEMY Mbl HE paccMaTpUBann 3TOT BapMaHT paHbLLe.
<...> To ecTb Korga Mbl 3TO yBUOENN, B MOEN rONOBE, HY, COBEPLUEHHO BCE NMOMEHSASIOCH, YTO HYXHO
HEMHOMKO B Apyroe HanpaBneHune gsuratbca. HyyKHO co3paTb cpeny BOKPYr HEE U, KaK pas-TaKu,
BOT TaKune Belw npruobpeTtaTb, KOTOPbIE €1 MOMOTYT, a-a, bbITb 6osiee, HY, HE3aBUCUMOIA.
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Ba)HbIM ClO)XeTOM B HappaTuBax NHPOPMaHTOB

N MHPOPMAaHTOK ABMIAETCA TpeBora, CBA3aHHanA C njaHu-
poBaHMeM ByayLLero «rnocne» nNPoeKTa, a TaKXe C TeM,
4YTO OETN BblpacTaloT U3 KOMACOK. DTO XapaKTEPHO ONnA
YY4aCTHMKOB BCEX MOO00HbIX MPOEKTOB, KOTOPbIE MMEIT
Ha4vasno 1 KoHel,, — TakK, byayLime BbINYCKHUKW MPOeKTa
«YBEpPEHHOE Havyasio» BblpaxkatoT TPEBOrY, CBA3aHHYO

C TEM, YTO NOALOEPIKA, KOTOpPaA OKa3biBasacb B paM-
Kax NMpoeKTa 00 OOCTMXEHNA OeTbMKM BOo3pacTa 3—4
net, ncyesHert. [NpencraButenn cemen Nog4yepKnBatoT,
HaCKOJIbKO OJ1A HMX Ba)KHa KOMACKAa N HAaCKOJIbKO TAXKe-
NbiM NpegcTaBnaeTca dygyuwee 6e3 Hee:

<...> Ecnn ceiyac oHa Mana 6ygeT U HaM TaKoe e BPeMA NPUAETCA, OaXe He TaKoe, faxe Mecsl,
€CNN HaM NpUAOETCA XOaTb €€, A YXKe He NpeacTaBnalo, Kak Mbl 63 3TON KONACKW. DTO KaK, 3TO
Kak Horu (cMeeTcAa) OTHATb Y Xo4A4ero Yenoseka. Hy, npuMepHo npencraenaeTe, Oa.

HaTenna, mama pebeHKa co Spina Bifida

BonbwunHCcTBO poguTenein roBOpAT 0 FOTOBHOCTY NpoO-
OOMKNTb Nonb3oBaTbcA KonAackon Kinesis, paxe ecnun
UM NPUAOETCA BAOXUTb B HEE YaCTb COBCTBEHHbIX
CPEACTB NpPU YCNOBUN, YTO BO3MOXEH BbIMYCK KONACOK
bonblwero pasmepa.

DTOT pasfen NHTEPBbIO ANA 60MbWNHCTBaA poguTe-
nen MapKMpoBaH «PacKpPbITUEM» NINYHbIX MEPEXMNBAHUNA,
CBfA3aHHbIX C AETbMU, N NPOABMEHNEM OOBEPUSA K UHTEP-
BbloepaM. Teauncobl, HanpaBneHHble Ha OLEHKY BANAHUA
KOJMIACKMW, BblCKa3aHbl TaK, 4TO KONAAICKa B HappaTmnBax
CTaHOBUTCA «CBOEN», YHUKaJIbHbIM YHaCTHMKOM OMbITa
ceMbu n pebeHkKa, oHa OKa3biBaeTCA BNmMcaHa B aMOLNO-
HanbHy paboTy BHYTPU CEMbMN.

Takye aT1OT pasgen y MHPOpMaHTOB U MHGOPMaHTOK
HOCWUT yTBEPAMNTENbHbIN XapaKkTep: NHGOPMaHTbI pac-
CKasblBaloT HaM O CUTYyaL N «Ha cCaMOM fefie», KoTopas
pa3BopadnBaeTcA nepeq HUMM cenyac n dyget npo-
pomxaTtbca B 6ygywem. Mbl nMmeem B BUAY, 4TO B 3TOM
pasfgene poouTenu BbiICKa3biBatOT CBOW 3MOLVMOHAaNbHO
HarpyeHHble y6eraeHna, CoBMeLLaloLLe Hagexabl
n popmMynmnpoBaHmne JOCTyNHbIX HabnogaTento GpaKToB.
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MPOBJIEMDI

C NCMOJIb3OBAHVEM

KOJIACKW, MOJIOMKW
A OOPABOTKW

3a BpeMA NCMNOo/b30BaHNA KOMACOK Y CEMEN Clly4anochb
HECKOJIbKO TUMOB TEXHNYECKNX NpobneM. Kakme-To n3 Hux
MOYHO OTHECTU K MOSIOMKaM, gpyrme — K HegocTaTKaMm
KOHCTPYKLWWN; CEMbW pPeLlann nx CaMOCTOATENbHO NN

C NMOMOLWbIO CTOPOHHUX cneymnanncToB nnm ¢oHga. Ons
HEKOTOPbIX NPO6SIEM PELLEHNA HE HALLNOCH.

Mbl pacnonoxunum npobaemMbl CMMCKOM OT Hanbonee
YyNOMMHaEMbIX K TEM, YTO BCTpPeYanncb pexxe, n nobdasnnn
nHdopMauunto o gopaboTKe No onncbiBaeMon npobneme,
ecnun Takaa gopaboTKa coBeplianach B MPOEKTE.

Mpo6nema c nonagaHueM nanbueB NOA, KpblbA

dTa npobnema ABNAETCA CaMOW yNoMMHaeMOW; nocne
HECKOJIbKMX OT3bIBOB B paMKax NpPOeKTa cTapble Noj-
KPbUTKM BbINn LeHTpann3oBaHHO 3aMeHeHbl Ha HOBbIE.
MpobnemMy ncnbiTbiBaan He BCE CEMbM, OHAKO BCE 3HAOT
O HeW; HEKOTOpble poaUTENN cneunanbHO YNoMUHanm

B UHTEPBbIO, YTO Y UX pebeHKa nasibLibl Mo, KPbifbs He
nonapanu.

Heob6xopgmMMocTb YacTon NogKa4YyKu Kosnec

Ty NnpobnemMy oTMevaloT NPaKTUYEeCKN BCe NHOOPMAHTKN
N NHbopMaHTbl. KTO-TO CBA3LIBAET €€ C TEM, YTO Ha
pebeHKa, cngawero B KoNAcKe, 3abnpaeTca ero HOpMoTu-
MUYHBIA CUBAVHI N KOMeca He BblOEPXNBAIOT BECA, KTO-TO,
Kak, Hanpumep, Bacunuin, — c nepenagom teMmnepaTyp

OT NepeMeLLEHNA C ynuubl goMoi. B uenom poantenu
CK/IOHHbI CpaBHMBAaTb HEOOXOAMMOCTb NOAKAYKN KOMec

C perynsapHbIM 06CNyXNBaHMEM KOJTIEC HA BeNocunene

1N HE NPeaAnPUHMMALOT MOMbITOK YCTPAHUTb 3Ty Npobremy.
B nHTepBbIO poanTenmn ctapatoTca 0O6bACHUTb, YTO 3TO
«eCTeCTBEHHaA» NpobriemMa oA BCEX HAQYBHbIX LUWH.

Mpo6nemMbl c aHTUONPOKMAbIBaTENEM

[Boe NHPOPMaHTOK OTMEYatoT, HTO aHTMONPOKNAbIBATE b
3aKpenneH HEKPENKO 1 paclwaTtbiBaeTca. [1pn aToM nepeon
NHPOPMaHTKe yaanocb pewnTb NpobaeMy npu noMoLm
cocepen, a BTopas NiaHUPyeT YCTPaHNTb €€ NMpu noMoLm
CBapO4YHOro annapaTa; B JaHHbIi MOMEHT €€ aHTUOMNPOKU-
OblBaTeNnb paboTaeT HEKOPPEKTHO:
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BoT y Hac 6b11 0A4NH MOMEHT, TaM C3a4u Kak HasblBaeTcs... BoT aTo ManeHbKoe Koneco. OHo

6bino cnaboe, He CUbHO 3aKperneHHoe. M (MMAa pebeHKa) oguH pas, BOT, Ha3ag, ONPOKMNHYNach

B KOJIACKE, TO €CTb OHa He yaepKasa ee, BOT 3TO KOJIECO, HO TEMEPb OHa KPEMKO OePXUTCA, A
nonpocwuna, 4Tob pebnAT, 4Tob ee 3aKkpenunun cunbHo. MHe ee cgenann. <...> [la 3HaKoMble, cocegu
MOMOratoT.

HaTenna, mama pebeHKa co Spina Bifida

V1 onATb e, c3agm BOT KOJIECUKO, KOTOPOE KPenuTcH, A 3abblfla CKa3aTb, OHO MPOCTO, OHO C3aau
BOT, OHO Yy HacC pacluaTasiocb, 1 OHO MOTaeTcs Tyga-ctoga, U eAUHCTBEHHOE, YTO OCTaeTCcA — 3TO,
HaBepHOe, Ha CBapKy, 6osiblue HUKaK. [ToToMy 4To B6osiblue OpYrol BOSMOXHOCTU KaK-TO 3TO KoJe-
CUKO nopgaenaTb HeTy. <...>

Hy, y Hac cBapKa goMa ecTb, MOXeT 6bITb, CaMu KaK-TO NOcaauM Ha cBapKy. [MpocTo 3To KOTeCUKO
MOTaeTCs, N KOr4a OH HayMHaeT BOT, Hasapg, BOT TaK BOT, A 60OtOCb, YTO OH yrnageT.

AHxkena, mama pebeHka co Spina Bifida

Y npyroi "(HGOPMaHTKN aHTUOMNPOKNAbIBATENb
Mo KaKoMN-TO NPUYNHE B3aMMOLENCTBYET C TOPMO3aMu
N NPU NOAHATUN HaBEPX OTKIIKOYAET MX:

Y Hac cTpaHHana BOT MPOUCXOAUT cuTyaums. MonyyaeTtca, c3aam e efeT O4HO KoJleco, nocepe-
OVHe KoTopoe, BOT EC/IN €ro NogHMMaellb HaBEPX, Y HAaC TOpMo3a He paboTatoT, OMyCKaellb BHU3,
TOpMo3a paboTatoT. <...>

BepoHuka, Mama pebeHKka co Spina Bifida

Mpo6semMbl c peMHEM

OcHoBHasa ynoMuHaemas npobrema, Kacaroui,asacs
PEMHSA, — HEA0CTATOYHO HAMAEWHOE KPENMEHNE Ha HEM:

3HaeTe, y Hac NoYEMY-TO celiHac peMeHb HEMHOMKO 0CNab, KOTOPbIM Mbl €€ MPUCTEMNBAEM.

To eCTb OH MOXXET y Hee pacCTErHyTbCA, HO 3TO B CUJTY, MOXKET, MacTnkKa Kakoro-Tto. Hy, camoro
PEMHS, KOTOPbI 3aCTEMNBAETCA Ha MUBOTE. <...>

Hy, 4To o4eHb YacTo ee 3acTervBaellb, BpoAe 6Gbl KAK-TO BCE MPOBEPSELLb XOPOLLO, a8 OHa NMOTOM
KPUYMT, 30BET MaMy — «Y MEHA pEMEHb PaCcCTErHynca». <...>

BoT, BOT ¢ 3TUM Mbl CTONKHYNUCb. Hy, 1 To, Kak 6bl, BUAWN... MPOCTO TO, Y4TO YAaCTO UCMOJb3YeLlb,
BOT 3Ta 3allesIKa MMEHHO MIaCTUKOBOIO PEMHSA, BO3MOXHO, KaK, KaK-TO BOT CaM PEMEHb TaKoI.
<...> M-M, Hy, BOT, CTONTKHYBLUMCb C NPO6IEMOII PEMHA — MOXET, TOJIbKO Y Hac TaKas, MOXET, caM
PEMEHb, KPEMJIEHNE KAK-TO MOHAAEXHEN caenaTh.

EceHusn, mama pebeHka co CMA

0O-0, yecTHO CKaXy, OHa y Hac napgana, peMeHb OTCTErHynca <...>

me6, nana pebeHka co Spina Bifida
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PeMeHb, KOTOPbIN MOACHULLY OEPXUT, U1 KOTOPbIA FPYAHON, BOT HAM OHK 06a NPUrogAnnCh, MOTOMY
4YTO eCNN FPYLAHON He 3aKpensifellb, OHa Briepen nagaeT, a BOT MOSACHONM Y Hac Y)Ke He 3acTernea-
eTcs, HeT... He pnaxke 1 B nnaHe gNvHbI, OH MasnieHbKWIA NONYYWIICA, U B NJ1aHe, A HE 3HaK0 MoYeMy,

Yy Hac 3aMOK Ha HEM He 3allesIKMBaeTCA, Hy Kak, caMa BOT 3Ta WTy4Ka. Hy, Hy TaK KaK-To 3acTeru-

BaeM, HO BOT OH €AVUHCTBEHHO MasnieHbKNN, KOHEYHO.

OkcaHa, maMa pebeHKa co Spina Bifida

Ewe HeKoTOpble NpeacTaBUTENN CEMEN XKanoBannch
Ha HeOOCTaTOYHYIO ANMHY peMHA. B ogHoM ns cemen
peMeHb YAMHUAN CBOUMU CUJTaMW:

BoT, peMewoyeK yonmHuan, nosac, KOTOPbIA KPEMEXHbIN.

Bacunuinn, nana pe6eHka co CMA

MpuMeyaTenbHO, YTO NNLWb B HEKOTOPbIX CEMbSX MPU-
HAMN KaKkne-nnbo Mepbl AF peeHNs 3TUX Npobnem —
nocTapanucb gopaboTtaTb peMeHb caMun Nmbo obpaTtun-
nucek B ¢oHA. OTBeYan Ha BOMPOC, HE MAaHUPYHOT SN OHU
pewaTb 3TN NpPobnembl, NHGOPMAHTKM N NHGOPMaHTHI
FOBOPAT, YTO 3TO JOMKHO ObITb HECITOXXHO, HO OHU MOKa
HUYero He NpegnpUHUManm:

[a, MoXkHo. (Hepa3bopunBO) ...He MPeacTaBasaeT Tpyaa, 3TO BOO6LLE..

BUT. Hy, HE 3Hako, BO3MOXHO, CKOp€Ee BCEero ga, CTouT caenaTtb.

MonomMka NoaKpbIIOK

VIHpopMaHTbl 1 "HGOPMaHTKN OTMeYaltoT, YTO Noa-
KPbIJIKM 00CTaTO4YHO TOHKME 1 Nerko nomatotca. B cny-
Yyae NMoJIOMKW NOAKPbLITKN NNOO 3aMeHATCA, MO0
3aK/1IENBAKOTCA CAMOCTOATESNbHO.

. HNKaKunx npobseM He cocTa-

MHecca, mama pebeHka co CMA

Hy, n Hac ogHa noaKpblsika crioManach, Mbl CTapyto noctaBunn. Hy, mogKpbiiika, KOTopas Koseca

3alMLLaEeT, YTo6bl NanbLbl HE 3ane3nn Tyaa.

BepoHuka, mama pebeHKka co Spina Bifida

OpHa py4YKa BMeCTO ABYX U €e HN3KOE Ka4yecTBO

HeKkoTopble ceMbu OTOENBHO OTMEYalOT Ka4YeCTBEHHOE
1 yOOBHOE NCMOMHEHVE PYYKUN ONA CONPOBOXAOAOLWLETO,
KOTopasa perympyeTca no BbICOTe, HO 3 MpeacTaBnTens
CeMell roBOPAT 0 HEYA06CTBE €€ KOHCTPYKLUN UNn OTAESb-
HbIX 35IeMeHTOB. B 2 cnyyaax pogutenn onacatoTcA, 4To
C OOHOW PYYKOW KOJIACKa ByaeT HeyCTONYMBa N MOXKET 3aBa-
NUTbCA Ha HEPOBHOW NOBEPXHOCTW, a B TpeTbeM — Bacunuin
YKanyeTcAa Ha HEKaAYeCTBEHHYO OBMOTKY PYKOATKN, KOTOpan
OTKJIeMBaeTCH.
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Mono)xeHue Konec

B 2 ceMbAx geTsam 6bi510 HEYO,06HO YnpaBnAaTb aKTUBHOWN
KOMSICKOW N3-3a TOro, 4TO KOoJleca YepecHyp BbIHECEHDI
Ha3apn. CnenyeT OoTMETUTb, YTO O4HOWN N3 CEMEN yOanochb
6e3 Tpyaa NepecTaBuUTb UX BMEPen, 3TO PeLLnIo Npobriemy,
a opyron Npuwnock CAnnBaTh 60/Tbl U CTaBUTb HOBbIE:

[anblie Mbl NOHANN, 4YTO MO HAaCTPOMKaM Y KOMACKU Korneca 6blniv BbIHECEHbI O4EHb Ha3apn, 1 pebe-
HOK O4YeHb 3aBOAWI1 Hasag, PYKy. Mbl MOCMOTpPENN, HTO MOXHO OTKPYTUTb N MepPEeCcTaBUTb Kosleca
Briepen, YTobbl TaK ganeKko pyKa He 3aBoaunack. [MpoboBanu OTKPYTUTb, HO Y Hac He Moay4unnoch,
601TUKN NpoboBanu OTKPYTUTL. [NMonpoboBanu Mbl camMu, Hal Nana, NonpodoBann co crewmanbHOn
HUOKOCTbIO — MO-pa3HOMY nMomnpodboBanu, roe-T1o Ha peleHne 3agaqvm rno oTKPyTKe 601TOoB... Monpo-
60Banu Hawm ¢nsnyecKkmne TepaneBTbl... Mbl moTpaTuIKW, HYy, MHE KaXeTCsH, Mapy MecfALEeB, U A N1ucana
BOT COTPYLHWKY, C KOTOPbIM Mbl 06LWannCcb No Ton NpobaemMe, OH CKasal, 4YTo Aa, bbiBaeT Takas
3aBofcKas npobnema, BoT. B pesynbrate 60ATUKN Mbl CMOIIN TOSIbKO B aBTOMaCTEPCKOM cpe3aTh.
Mbl Ux cpesanu, NepecTaBUIN Kak HaM Hag0 Kosieca N BKPYTUIIN Y)XKe HOBble BONTUKW.

CHexkaHa, Mama pebeHka c AL

OTCYTCTBMe HeO6XO0AUMDbIX 3JIEMEHTOB noanepxXkKu
U X BOCnoJiHeHune

Ewe ooHon npobnemMonn, ocobeHHO aKTyaslbHOW A geTen

c O, ctana HexBaTKa Heo6XoaMMbIX NoanepHex. CeMbun
npeanpuHMMann ycunusa no ycTpaHeHNIo 3Tol NpobnemMbl —
CaMOCTOATENbHO NN BMECTE CO CTOPOHHUMN crneunannctamMu:

A npocuna nx (poHp «Nrpa») Ha 3D-NpUHTEPE pacnevaTaTb MPOCTO ABA MaIlOCEHbKUX BOPTUKA,
4YTOObI MPUKPYTUTb MO 6OKaM, 4To6bl (MMA pebeHKa) Ha 6oKa He 3aBasnmBanach. <..> Ho y MeHs
€CTb Opyr, KOoTopbll Ha 3D-NpuHTEpPE pacrnedaTbiBaeT, MOXKET, Sydlle ero nonpoLly, 1 NpocTo
MPUKE 3TN LWTYYKM Mo GOKaM, NMOTOMY 4TO TaM No 6oKkaM HeT onop 411, 3M, Hy, BOT roe pebpa
Kopoue, y HeKoTopbix TCP ecTb 3TO, MpuaepxmnBaTenn, Uin A He 3Hato, Kopode, MoaaepKa Ansa
Kopnyca, Mo-MOeMy, 9TO TaK Ha3biBaeTcA. <...> BOT, 1 A o4eHb xo4y TaM, roe 60Ka 3TOWN KOMACKW,
TaM eCTb MecTO creumanbHoe, N1acTMaccoBOe, €C/IN BOT TyOa 3TN BOPTUKM NPOCTO NPUKPENUTD,
4TO6bl OHa Y MeHA No 6oKaM TOXe He 3aBasimBasiacb, 661510 6bl KOHEYHO LUMKAPHO, BOT. <...>

Ho sTo BOT Moe noxkenaHue. B «<KnHeance», mno-MmoeMy, OHU He MOHAMN CMbICS, @ fi BOT 3Hato
CMbICH, 1 HABEPHO Torga caMa npunensto, BoT. Ho A He Buaena, 4Tobbl y Apyrnx KOMACOK OpYrux
$dunpM Takoe 6bIN0o, ECNIN YECTHO, TO €CTb, MO-MOEMY, OHU BCE AEal0TCA KaKne-To TaKne CBEPXY
cnunwKom ceobopgHblie. BoT.

MaTunbpa, Mmama pebeHka ¢ [LLM

M-M, peBGeHOoK yxe cupen Henpaeub... He Tak, Kak Bce, DUKCMPOBaHHOIO HUYEro He Bbio.
KoneHo, Kak 6bl, e Bbiwe. M-M, CNeLVanncTbl, OHM YXKe YCOBEPLLUEHCTBOBAN, A FOBOPHO. <...>

W, BoT, Nno 6okaM, nony4aeTtcs, (Hepa3bopunBO), OH XYAOWN OYEHb, MOMYHaeTCH, N OHU, KaK 6bl,
noayLeyKn, Tak CKaxkeM, rpy6o roeops, M, nogenanu. Ml peMmeHb a4na nogoepXKn genanv, u gns
HOT, OMATb e, YTOGbl OH BOT Tak He 6onTan HoraMu, a GUKCUPOBAHO CUAEN, N OMATb e, U Ha HOTY
NX PEMEHDb Aenanu, PpEMHEM, KaK 6bl, drKcMpoBanu Hory. BoT. /1 cnHy, 4To6bl 3TO AepXanoch.
OnsATb e, BOT, TaKM 06pasoM OHM PEMHEM, MOACOM, NOACOM drKcpoBanu. BoT aTo s 3Hato, 4To
OH MOYET CMOKOWNHEHBKO TaK. Mpuneyb, TaK CKaeM — He CUAETb, @ BOT TaK BOT... <...> 1o 6oKaM
KaKMe-TO YTO-TO BCTABIAMM, ELLE YHTO-TO BOT TaKUM 06pa3oM, Kak-To YTO-TO NepeaenbiBanu, 4oae-
nblBanu, M-M, U OHW TOrQa CKasasu, YTO OHW Y)XKe Masibl, Masbl PEGEHKY, K COMXarneHuto, BCE, 3TO
MaKCUMyM Mecsu, U (Hepasbop4nBOo) — BCE, MOTOMY YTO BbIPOC U OHU YXKE CPasy e eMy He MouyTu,
He, He, He MO pasMepy NoJy4Ynnoch.
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K aTon ke rpynne npob6saemM n peweHnin MOXXHO OTHECTN
nnaHbl OKcaHbl MO YOJINHEHNIO CMNHKW:

MNony4unnock TaK, YTO, KOrga KOMIACKY HaM NpPUBO3USIN, €€ POCT Bbl1 CEMbAECAT ABa, @ KOraa Mbl
BbINVCAaNNCb U3 BOMbHULLBI, HY, Yepe3 NosITopa MecALa NoNy4nIoCh, a-a, OHa YXe 6blsla pocToOM
BOCEMbECAT, BOCEMbLECAT YETbIPE, BOT TaK.

W, Hy, ecnn 0o 3TOro crnnHKa 6blnla YeTKO 40 KOHLLa Wew, 3M, TO Ceilyac, aM, noJsiy4aeTca TaM Kak,
LUEIO OHa 3aKuablBaeT KaK B Kpecre, BOT Tak. Hy n BOT, a-a, He 3Hato, Kak KOHCTPYKTUB, a-a, eciu
B POCT MOXHO €€ U3MEHUTb, TO MO KOHCTPYK... MO KOHCTPYKTUBY KaK €€ N3MEHUTb BLUNPb, ECIN
rnowunpe CTaHerT.

Hy BOT HaM MoacKasbIBatoT Te, Y KOTOPbIX OETU YXKe NogpPOC/nN, U BOT Y KOro 6blin AeTCKne
KOJIACKN TaKue, TaKoro nsiaHa, HaM NMoACKasbIBatoT, YTO MOXXHO, HanpuMep, TaM, gocouky, OCI1
MOCTaBUTb, YTOObI Bblfla pOBHaA MOBEPXHOCTb A0 KOHLLA LWEW, N MPOCTO Y)XKe 1 Yexos TaM 1 nnbo
MOAYLWEYKY KaKy-TO CLUUTb, cCOoenaTtb, MO0 YeXos LLeNKOM, MOTHOCTbIO MOMNPOCUTb Y KOFO-TO,
MacTepul, B ropogax, A AyMato, XBaTaeT, HY, Y Hac eCTb, MOXHO 3aKa3aTb, OHa COLWIbLET, KaK bbl.

OkcaHa, maMa pebeHka co Spina Bifida

Takne OONONHUTENbHbIE MOALEPHKKN, a TAKKe O40MNO0SI-
HUTENbHOE CBEeAEHMNE HOI OpraHn3oBaa gJif CBOero
pebeHKa AHxena:

PemeHb A He MeHANa, HO Mbl I'IOFIpO6OBaJ'IVI Ha pea6VIJ'IVITaLI,VIVI O6TF|HYTI: €ro, Hy, csagun, Mbl KakK

en aenann, Hy, 06bIYHbI BOT 3TO BOT, HY... Kak oHO Ha3biBaeTcs... Bor, OO0HOpPa30Bbl€ BOT 3TN
NeNeHKN, Y3Kne Takme, Hy, TOHKNE TakKmne, Mbl €€ CBOpadmBaJin U 3aKpenasan €ro BOT TaK BOT
Ha3an n nportdrmneasnn, BOoT, HEPESI (VlMH pe6eHKa), 4TOObI OH cngen poBHO. Y Hero cnunHa, BOT, OHa
BCerga rleperl/l6aeTcs=|, n cnanT OH HEPOBHO. <...>

OpTOI'Ie,EI,aM 3TO HE OYEHb NMNOHPaBWMJ10Cb, 1 OHN MHE BOT NMOKas3asJin, KaK MOXHO CcAaeEJ1iaTb MNOPOBHEE.
<..> Hy, a aonda Hor — 3TO YXe... D,J'IH HOIr MOXXHO N OOMa BOT OaxXe, HEM-TO OaXe, pEMELLKaMN KaKn-
MVI-HI/I6y,D,b HOI'Mm CKPENnTb, HY, 4YTOObI OHW Y HEro ctoA/inm Ha MecTe.

Nnn PE3NHOYKY BOT TaK BOKPYI MPOCTO KOJIACKW CcOeENnaTb, ONATb XX€ HOIrM CTOAT Ha MECTE.

AHxena, Mama pebeHKa co Spina Bifida

Ewe 2 nHbopMaHTKM C MOMOLLbIO MOJPYYHbIX CPEACTB
(wapdos n np.) obecneymBan GUKcaLno HOr U KOJNTEHEN
OJ1A CBOUX OEeTeN.

MonomMKa py4Kn 6JIOKMPOBKKM TOPMO3a

Y KonAcKu B ceMbe Bacunua npousowna NonoOMKa pyyKkun
ONOKNPOBKM TOPMO3a; OH CBA3bIBAET 3TO C TEM, YTO MNpy-
XVUHa B MEXaHN3ME He Bblaepxana:

M-mM, no, gonycTuMm, npobnemam. BoT roe Bnepenm pyykn ctaBaT 6/IOKMPOBKY Ha TOpMO3. M-M,
B 9TOM MEXaHN3Me MPYXUHKUN BO3BpaTHbIE, MOSTy4YaeTCH, 3TON PYKOATOYKU, OHU, K COXKaneHuto,
nonHynu. To ecTb 6IIOKNPYETCA KOMACKA XOPOLLO, OHa Mocne pa3bnoKNPOBKU €30UT, HO PYYKU
TaKue, B MOJTy-BUCAYEM COCTOAHUN, TO €CTb MPYXUHKN HEMHOXKO, BOT, HE BblOepXanu, BOT.

Bacunuin, nana pebeHka co CMA
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B konfacke, npnHagnexaiwen pebeHky dnnbl, nocne
MOJSIOMKMN B TOPMO3HOW CMCTEME Mana He CMOrr Noao0-
BpaTb NOAXOAALWMNA KNHOY, YTOObI YCTPaHNTb NOMOMKY:

EQVHCTBEHHOE, Y Hac TOXe NOYEMY-TO pacluaTtanca oguH TOPMO3, U Mbl HE MOXEM nogobpaTb

K HEMY MHCTPYMEHT. HO A He 3Hato, 3TO BOT TO JI MOUN MYX4YUMHbI, MO MYX 1 MOI nana He MOryT
nogobpaTb MHCTPYMEHT, TO 11 OENCTBUTENIbHO B MarasvHe HET 3TOro WeCTUrpaHHWKa, Uan 4To
TaM HYXHO, 4TOObl MOATAHYTb 3TOT TOPMO3. <...>

OH He OepXUT Koneco. <...>

Tam Hapo roe-To Ye-To NOATAHYTb, OHM CKasanu. <...>

A 7 He 3Hato, Mbl MPOCTO 3aMETU/IN, YTO OH MepecTasn Aep¥aTb — N BCE, YTO C OOHOW CTOPOH... Hy
TO €CTb MOCTOAHHO Ha TOPMO3 — 1 BCE. YTO C OQHOI CTOPOHbI KOJTIECO U Aanblue KPYTUT N KOJIACKa
efeT, TONbKO TaK A 3aMeTusa, 4To TOpMo3 ocnab.

9nna, mamMa pebeHka co Spina Bifida

Mopaywkn

OpHa 13 ceMen ybpana nogyLwKy C Lenblo caenaTb
rnonoxeHmne pebeHKa B KONACKe Bonee cTabunbHbIM:

Hy, nogywKy npakTU4ecKn cpasy — TaM OHa Ha NUny4YKax — Mbl y6panu, noToMy 4To, HY, Gonee
rny6ye oHa ByneT y Hac cuoeThb.

EceHusn, mama pebeHka co CMA
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NMPEOJIOKEHWA
Mo MOOAVNPUNKAL NN
KOJIACKN
A PASBUTUIO NMPOEKTA

MpepnoxeHna, KOTopble ObIIM 03BY4Y€EHbI MPeacTaBnTe-
NAMN CEMEN, MOXKHO pa3fesiTb Ha HECKOJIbKO Fpynm.
CnepBa obpaTMcH K NpeaioXeHnaM no gopaboTKe cyle-
CTBYHOLLEN MOAENN KONFACOK.

Croga MOYHO OTHECTU NMPEeAJSIOKEHNA MO OONOJIHNTESb-
HbIM MOAAEPKaAM N OrnopaM, KOTOPbIMU, MO MHEHWUIO POau-
Tenen, cregoBano 6bl AOMOMHUTL KOJTACKY:

JduKcauuma n onopa gnA Hor;
duKcaumna KoneHewn;
60KOBbIE NOAAEPHKKMN;
abaykKTop;

qublpeXTO‘-Ie'-IHblﬁ peMeHb OaNA noaanepxKu
n obecne4yeHusn ﬂpaBM.ﬂbHOﬁ nocagkKu,;

BO3MOXHOCTb AOKYNUTb HEO6XOAUMbIE
NoAAEPIKKMN.

BoNbWNHCTBO 3TUX NPEASIOKEHN NCXOANNO0 OT poauTe-
nen peten ¢ gnarHosom OLIM.

MpennoXeHns No AONOJIHUTESIbHbIM 3J/IEMEHTaM Konf-

CKWN, obnervyamLuim Ncnosib3oBaHNe ee CoONpPOoBOXKOaoWNM;:
yCTaHOBKa ABYX PY4YEeK c3aau ana obneryeHuna
TPAHCMOPTUPOBKU U 6osiee CTabuIbHOIro NoJiIoXe-
HUA KOJIACKMU;

npepocTaB/ieHME AO0MNOJ/IHUTENIbHOIO KOMIJIEKTa
Konec, 4To6bl UMEeTb AO0MaLUHUU U YJIUMHDbIU
KOMMJIeKTbl.
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MpennoxeHne No BKAKYEHNIO B MPOEKT APYrnx MOan-
duKaunn gaHHoM (M NHOWN) MoAENN KOMMACKN, KOTOPbIE
npearosiaraloT 3HaYUTESIbHYIO J,0paboTKY Moaenu:

BKJ/IIOMEHUE B NMPOEKT KOJIACKN C ABYMSA KoJe-
camu cnepepgm (HecMoTpsa Ha To, 4TO OTCYTCTBME
OBYX KOJleCc cnepen akTUBHO obcyxaanochb Ha
BCTPEYE C SKCMEPTAaMM KaK 3HAYNMbI KOHCTPYK-
TUBHbIA MUHYC, O HEOBXOAMMOCTN HaNN4na OByxX
Konec gns 6onee cTabunbHOro NepenBumxeHns
Mo HEPOBHOW NMOBEPXHOCTU 3aABNAET NULWb O4HAa
MHPOPMaHTKa, OCHOBbIBasACb Ha COOCTBEHHOM
NpennoIoXeHNN O TOM, YTO TaK KOHCTPYKLMA
oyneT 6onee ycTondmsomn);

BKJIIOHEHUE B MPOEKT «pPa3fgBUKHON», KPOCTO-
BOW>» KOJIACKM, KOTOpana no3sonunna 6ol yBenu-
4YNTb CPOK ncnonb3oBaHua TCP no mepe pocTta
pebeHKa;

BKJIlOMEHME B NPOEKT CKNAAHOMN KONACKMU, YTO
ynpocTuno 6bl nepeMelLeHMe Npy noespKax.

VIHpopmMaHTbI B LLesioM cuuTatoT Kinesis KoMnakT-

HOW KOMACKOW; MHOIrne NHGOPMaHTKN N MHPOPMaHTbI
OTMeYasnu ee NIerkoCcTb N CNOCOBHOCTb MOMECTUTbLCA

B BbaraxHuK nobon MawuHbl. [MpenoxeHne cknagHom
KOHCTPYKLMN OTHOCUIOCh K NOTeHLManbHOMY Npoaon-
YEHWNIO NPOEKTa ONA AeTeln nocTapLle, Ybn KOMACKN
6onbliero paszmepa 6b1510 Hbl CNOXKHEE TPAHCNOPTUPO-
BaTb. [1pn aTOM ogHa U3 NHPOPMaHTOK OTMeTUNIa, 4TO
ell TAYKesNI0 TPaHCNOoPTUPOBaTb TEKYLLYIO BEPCUIO
KONACKMU U1, ecnun 6bl OHa 6blna cknagHon, MHPoOpMaHTKa
6bl 6onblle NepeBuUranacb BMecTe ¢ Hell U pebeHKOoM.

MpepnoxeHna pogutenein N0 BHECEHNIO NU3MEHEHUN
B pa6boTy npoekKTa:

HasiM4Yme NPobHOro nepuopa, 3a KOTOpbIN
MOXHO 6bl1/10 6bl NOHATbH, NOAXOAMUT JSIN PEO6EHKY
KoJiIficKa (9To nNpensioXeHne NocTynuao oT MaMbl
pebeHka ¢ [N, koTopaa nocnie ynopHbIX NoMbl-
TOK, NPeAnpPUHATBIX COBMECTHO CO creunanu-
CTaMu, Oblfla BbIHY)>XAEeHa 0TKa3aTbCA OT KOMACKW);

Hanuuune Bble3gHOro 3KcnepTa AJ1f NpoBeaAeHUn
3aMepoB;

Han4yune oonoJIHUTENIbHbIX YPOKOB MO 3aMepaM.

NMocnegHve goBa NpeaoXXeHna NoATBEPKO4AOT TPEBOIY
poaunTenen, CBA3aHHY C NpoLenypon 3aMmepa pebeHkKa.
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BbiBO4bl

B npoeeneHHOM mccrnegosaHnm Mbl NoctaBuin LLEJTb OTBE-
TNTb Ha ABa BOrpoca:

Kak nameHmnnacb n3Hb ceMein nocsie NonyyvyeHns
TCP?

Kakne HepgocTaTKK, MOMexn n Heygob6CcTBa, CBA3aH-
Hble ¢ TCP, 3Ha4Mbl 018 9TUX ceMen?

B cooTBeTCTBMM C NOCTaBNEHHbIMY BOMPOCaMun Halla
paboTa Benacb B ABYX HanpaBfieHnAx: cobpaTb y NHPOp-
MaHTOK N MHGOPMaHTOB OT3bIBbl, CBA3aHHbIE C 3KCMyaTa-
LMEN aKTUBHbIX KOMACOK, N NONYYUTb MHTEpPNpeTaLnm nx
YXW3HEHHOIO OMnbiTa.

[MOCKONbKY XWU3HEHHbIN OMbIT CEMEN, YHaCTBYHOLLNX
B MPOEKTe, He OblN 4OCTYNEH HaM HanpsAMY, Mbl obpaTun-
NNCb K HappaTuBaM NpencTtaBuUTeNnen ceMein 1 NonNbITaancb
6e3 cywecTBEHHbIX NOTEPb 060OLWNTL CMbICIbI, KOTOPbIE
OHW KOHCTPYMpPOBanu B CBOMX paccKadax 06 ncnonb3o-
BaHNWN 0ETbMUN aKTUBHbIX KONACOK. Ba)XHO OTMETUTb, 4TO
cobpaHHble HaMN MHTEPBbIO — 3TO HE pacCKasbl BooOLLe,
a HappaTuBbl, agpecoBaHHble HaM KaK NpeacTaBUTENAM
doHpa «/rpa», cobuparowmm 3aHadmmMble ana MHGopMaH-
TOK U NHPOPMAHTOB TEMbI B LLEJIbHbIA CTPYKTYPUPOBaHHbIN
pacckas.

KntouweBon BbiBOA, N3 NpeacTaBNeHHOr0 HappaTUBHOIO
aHanmsa NHTEPBbIO: POAUNTENN AeTeN, NOYHYUBLUMNX KONA-
CKW, CKITOHHbI BbIHOCUTb Ha NepPBbIA NNaH NONOXUTESbHYO
oueHKY nony4deHHbix TCP n npoekTa B LenoM. [Npu aTom
NHOOPMaHTKN N MHPOPMaHTbI n3beratoT NPAMO BbICKa3bl-
BaTb KPUTUKY, COMHEHUA N faxe NPOABMATb COOCTBEHHYIO
9KCMNEPTHOCTb: OHW CTapatoTCA MNOO «KCMArYNTL» KpU-
TUYECKYIO OLLEHKY, MOMECTUB ee B pacCKase rnocne nnim
MEXAY NONOXKUTENbHbIX OT3bIBOB, INOO N3MEHNTbL NMpegMerT,
Ha KOTOPbIN KPUTUYECKAanA OLLEHKa HarnpasrieHa.

Hanpumep, BbicKa3biBaa ogobpeHne NpoeKTy B LLENoM,
poaoNTENn MOryT OTAENIbHO pacCKa3biBaTb O HeQOCTaTKax
KONTACKWN KaK MHCTPYMEHTa, O HEONTMMaslbHOCTU OTAESb-
HbIX OpPraHN3aLNOHHbIX PELUEHNI, O «E€CTECTBEHHbIX» NN
KBHELHUX» NPUYNHaX HeygayHoON MMNAeMeHTaunm Kons-
CKWN B NOBCEOHEBHYIO XN3Hb pebeHkKa.

[arke Kpntndyeckmne NnpobnemMbl pognTeNn 4acTo npea-
CTaBNAT KaK BTOPOCTEMNEHHble (ECTECTBEHHO, B MaTepu-
anax nccrnepoBaHusa N NPUBELEHHOM Bbllle aHann3e ecTb
N NCKJTIOYEHWNA, CBA3AHHbIE KaK C TAXECTbIO CUTYyaLuun,

TaK N Co CTpaTeErnaMm poguTenen, HEKOTOPbIE N3 KOTO-
pbIX OTKa3bliBalOTCA KOHPOPMHO CrefoBaTh NPaKTUKaM
NMpoeKTa).
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[Mpn aTOM «Mofa, NOBEPXHOCTbHIO» 0000PEHNA NpOEKTa
poanTenn geTen, HaXo4ALWNXCA B CaMbIX pa3HbiX peabunu-
TaUWNOHHbIX CUTyauNAX, NPOABNAIOT AeATENbHOE BHUMaHNE
K CYLLECTBYIOLWMM HEAOCTATKAM N BO3MOXHbIM YNYYLIEHUAM
KOMACOK; UX KOHPOPMHAaA NO3nNLLNA MOXET BbiTb 06 bACHEHA
4yBCTBOM HE3ALLNLLEHHOCTN, PUCKOM NOTEPU BO3MOXKHOCTH
yyacTBOBaTb B MPOEKTE, HYBCTBOM OTBETCTBEHHOCTU NMepes,
NPOeKTOM, npepocTtasmewnM TCP 6e3B03MeE30HO, a TaKKe
o6WwMMN 4YyBCTBaMN HEONPELENEHHOCTN N HEYBEPEHHOCTM
B COBCTBEHHOW 3KCMEPTHOCTMN, O KOTOPbIX Mbl FOBOPUSA
B 0630pe nuTepaTypbl.

Te3sncHoe N3noXXeHne Nosy4yeHHoOn nHpopMaLunn
OT PECMNOHOEHTOB U PECMOHOEHTOK:

1. MpoeKT doHOa pewaeT pag akTyasbHbIX NpPo6seM poccuin-
CKOW CNCTEMbI PpaHHEN MOMOLLW.

2. lHpopmMaHTbl N HPOPMAHTKIN, KOTOPbIE HE ABNANNCH
rnopgoneyHbiMn poHaa, pegKo NcKanm nogobHule Npo-
€KTbl LienieHanpaBieHHO, 60NbWMHCTBO Y3Haso O Npo-
eKTe Clly4anHo Nnbo OoT paboOTHNKOB OPYXECTBEHHbIX
opraHu3auui.

3. Ona paga nHGOpPMaHTOK XapaKTepPHO BOCMPUATME CaMo-
CTOATENbHOIO XOXeHMNA pebeHKa C HapyLeHUAMUN KakK
KOHEYHOW Lenn peabunmntaumm, a akTUBHOW KOMACKN —
KaK NpPenAaTCTBUA 418 OCYLLECTBNEHNA 3TOW LEeNn.

4. Hanbonee BONHUTENBHOW 1A CEMEN ABMAAETCA NMpoLe-
aypa npepoctaBneHus poHay «Mrpa» 3amepoB pebeHKa,
TaK KaKk oHa cBfi3aHa c 6ygywmM yaobCcTBOM MCNOb30-
BaHNA KOMACKW N NOTEHLNaNbHbIM CPOKOM €€ CNYyObl.
HeKkoTopble ceMbu cUHMTaKOT, HTO BO BPEMSA 3aMEPOB UM
TpebyeTca [OMONHNUTENBbHOE CONPOBOXAEHNE.

5. Cpok npepocTaBneHna KOMACKW OTNiMyarnca oT ciy4as
K C/ly4ato, 4TO CMpPOBOLMPOBano HELOBOSIbCTBO HEKOTOPbIX
YYaCTHUMKOB NpPOeKTa, XoTA 6onblian YacTb MHGOPMAHTOB
N NHGOPMAHTOK OTHeCIaCb K 3TOMY C MOHMMaHMNEM.

6. CeMbl OXOTHO nogaocepXnBaroT NHMNUMNaTney no COBMeECT-
HOMY C6opy cpencTB Ha KOJTACKN, BKJ1KO4HaA B HEE CBOUX
POOHDbIX N ONN3KNX.

7. TexHNn4yecKoe cOCToAHNE KOMMNOHEHTOB KOJIACOK, Npeno-
CTaBJIEHHbIX Pa3HbIM CEMbAM, OT/SINYaNIOCb — B pALE Cly-
YyaeB OOHW U T€ e KOHCTPYKTUBHbIE N COEANHUTESNbHbIE
3NeMeHTbl paboTanu no-pasHoMmy.

8. TexHn4ecKoe COCTOAHNE AOPOXKHOIO NOKPbITUA, OTCYT-
CTBME OOCTYMNHOWN Cpeabl B MeCcTax NPOXMUBaHUA paga
NHPOPMAHTOK N MHGOPMAHTOB 1 B YHPEIKOEHUNAX, KOTO-
pbl€ OHN MOCELLalOT, OrpaHNYMBalOT 30HbI NCMOJIb30Ba-
HNA aKTUBHOW KONACKN 1 BbINOSIHEHNE pPEKOMEHAaLNIN
Mo NCMNOSb30BaHMIO KONACKN KaK cpencTBa oA nepensu-
YKEHNA Ha JarnbHNe pacCTOAHUSA.
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10.

11.

12.

13.

14.

15.

16.

17.

TeKywana KOHPUrypauma KOACKM HEe NoaXoanT O
HEKOTOpPbIX CEMEN, B KOTOPbIX BOCMUTbIBAOTCA OETU
c AUrM. Takmm petam TpebyroTcA LOMONHUTENbHbIE
noanePKN N dUKcaTopbl.

CeMbW OXOTHO MAOYT Ha KOHTAKT ¢ GOHAOM Ha 3Tane
NeperoBopoOB, 3aMEPOB N MOCE MPUEMKN KOSACKMN,
O0[HAKO 4YacTo pellatoT obpawaTbca 3a NOAAEPHKON
Nno NoBoAy NPo6/IEM C €€ KOHCTPYKTUBHbBIMU 3/1IEMEH-
TaMn NN NCMONb30BaHVEM.

HekoTopble ceMbu NpeanoYnTatoT He obpalLaTbCs
3a NOMOLLbIO N HE YCTPaHATb CaMOCTOATENTbHO BTO-
POCTEMNEHHbIE TEXHNYECKNE NPOBIEMbI KOMTACKU
(HanpuMep, NPOBIEMbI C PEMHAMMN).

PeweHwne paga npobnem, cBA3aHHbIX C UCNOJb30OBa-
HMEM KONACOK (OTCYTCTBME OOMONHUTENBbHbBIX NOA-
OEPHEK N KOHCTPYKTUBHbIX 3/IEMEHTOB) BO3MOXHO
TONbKO Bnarogaps N3MEHEHNIO KOMMNJIeKTaLnmn
KOMTACKWN NN OpraHmnsaumnm Npon3BoACTBa, OpPUEH-
TUPOBaHHOIO Ha NHAVBUAYaNbHble 0COBEHHOCTN,
CBfI3aHHblE C AMarHO30M, a He TOJIbKO Ha aHTpOmno-
MeTpUYEeCKNEe NoKkasaTenn pebeHkKa.

OTMeyas B UHTEPBbIO BbICOKNIA YPOBEHb 3KCMEPTHO-
CTW B pOOMTENBCKUX coobliecTBax, 60MbLWMHCTBO
NHGOPMaHTOK N NHPOPMaAHTOB NPOLEMOHCTPMPO-
Basn, 4TO 3a BPeMSA NOSIb30BaHUA KOMACKOWN 1N caMi
NpeBpaTUINCh B 9KCMNEPTOB, NpeaiaratoLmnx nones-
Hble MoandbUKaLMn, KOTopble CNOCOBHbI caenaTb
KONACKM 6onee YHUBepcanbHbIMU 1 NPOAYMaHHbIMMU.

BonblWMHCTBO ceMen Npn3HaeT POCT aKTUBHOCTW,
dun3nyeckom cunbl pebeHKa Npu NCrosib3oBaHUN
AKTUBHOW KOMACKU.

icnonb3oBaHne aKTUBHOWM KOJIACKE MEHAET AoMall-
HNE NPaKTUKN pe6eHKa — nrpy, nccnenoBaHme
goMallHero J'IaH,EI,LIJaCI)Ta, nOMOLb poaonTenamMm,

a TaKXe CTUMYNUNpPYET obuieHne co CBEPCTHNKaMN

N aKTMBHOCTb BHE OOMa.

icnonb3oBaHme aKTUBHOW KOJIACKM CMNOCOBHO
N3MEHNTb B3rNA4, HEKOTOPbIX MHPOPMAaHTOK

N MHPOPMAaHTOB Ha peabunntaumnto CO6CTBEHHOIO
pebeHKa, caenaTtb NX OXUaaHua OT ero akTUBHO-
CTW N JONrocpoYHble Lenn peabunutayum 6onee
peanncTUYHbIMN.

3aBepLlueHMe NPOoeKTa BbI3blBAET Y CEMEN OnaceHune

n TpeBory. BoicOkaa CTOMMOCTb aKTUBHbIX KOJIACOK,
HN3KaA BEPOATHOCTb BKNtoYeHmA nx B VMNP — Bce aTo
3acTaB/ifgeT CeEMbW YyBCTBOBaTb BOJIHEHNE, OCOBEHHO
B CUTyaLMAX, KOTOPble ONpenensatoT NoTeHLNaNbHYO
ONNTENbHOCTb NOSIb30BaHNA KOMACKOW — 3aMepbl,
OXXnpaHne JoCTaBKN, OCBOEHNE pebeHKOM KOMACKMN.
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