PoJIb 3prorepaineBsTa B
peaocuInTAaINI JeTeH C
onyxoJjamu ITHC

BoccTtaHoB/ieHue noscegHeBHbIX HABbIKOB N BOBJIe4YeHUNe pOp,I/ITeJ'IeI\/JI B npouecc

NEAVNATPUHECKAA PEABUIUTALINA ‘ SPTOTEPANNA ’




9TO0 TaKoe Iprorepanmua’

%

%

()| 3proTepanus — 3To MOCT MEXAY MEAULIMHCKUM SIeHEHNEM U 06bIMHON XN3HbIO pebeHKa.

YTOo mesiaeT sprorepaneBT

IToBCcegHeBHbIC HABBIKHN

OpgeBaHue, NPMEM NULLK, TUTUEHA

MeJKass MOTOPHUKA

[lucbMo, pucoBaHue, urpa

CeHCOpHBbIE HAPYLICHUS

YyBCTBUTENBHOCTb, KOOPAMUHALUS

ApanTanusa cpeabl

CneunanbHble NpucnocobieHnst goma u B WKoe



KTO Takou sprorepamneBT?

MecTo B peabunmTauMoHHON KOMaHAae

B Poccumn

Mpodeccnsa akTMBHO pa3BuBaeTcs. CneumanncTbl paboTaroT B MyNbTUANCUUNIMHAPHBIX KOMaHAAX Hapaay
¢ pr3nYecKkMmMm TepaneBTamu, N0ronegamm U NCUXoa0raMu.

Ll

PHUMY u PIKB

BHegpstoT METOANKY BOCCTAHOBAEHUS DYHKL MM BEPXHEN KOHEYHOCTM C UCMOIb30BaHNEM
po60TU3MPOBAHHBIX anmnapaToB 1 3proTepanuun.

QO
=

doHg Xa0eHCKOoro

CoBmMecTHO ¢ MUAT3 BbINYCTUN BpOoLLOPY, NOAPOOHO ONKMCIBAKOLLYO PaboTy 3proTepaneBToOB C AETbMU C
onyxonamu LIHC.

[J OproTepaneBT — TaKOM e BaXHbl Y1€H KOMaH/bl, KaK Bpay uaun noroneg,




3adeM sprorepaneBT HY:K€H UMEHHO BallleMy PeOeHKY?

Mocne neyeHns onyxonm mo3ra MoryT NocTpagaTb pa3inyHble chepbl N3HU pebeHKa. Hmxke — Hanbonee YacTble HapyLIEHWS, C KOTOPbIMY paboTaeT aproTepanesT.

MeJakKass MOTOPHUKA KoopauHanus CeHcOpHasa MHTeErpanusa CamMo00CIy:KuBaHUe
TpygHo 3acTernBaTthb MNyroBuLibl, PebeHOK poHseT npeaMeThl, He HenepeHOCUMOCTb TEKCTYP, TpygHOCTU C TyaneTom,
AepXaTb PyyKy, NO/Ib30BATbLCH MOXXET NMOoMNacTb PYKOW B pyKaB NMPUKOCHOBEHWIN, HApYyLLUEeHMNe yMbIBaHUEM, OfleBaHNEM
NOXKOM OLLyLLeHMs Tena B NPOCTPaHCTBe

Arpa u ycTajaocThb

PebeHOK TepsieT MHTepec K
NrpyLKam, 6bICTPO UCTOLLAETCS

npu 0ObIYHbIX fenax

[)' 3protepaneBT nomoraeT BepHyTb pebeHKY BO3MOXHOCTb 1e1aTh TO, 4TO BAXHO 7151 HEFO U CEMbU.



3APYBEXHbIW OMNbIT

Cay:x06a Brainbow (KeMoOpua:k, BeIMKOOpUTAHIA)

MIHTerpupoBaHHbIN Nogxog K peabunutaunm B Addenbrooke's Hospital

1

Kak To padboTaer

CTaHaapTU3NpPOBAHH 2 VHAUBUAYAIbHBIH

adqg oIleHKa IJIaH

Ka)kabli pebeHOoK NpoxoanT KomaHpaa pa3pabaTbiBaeT
KOMMAEKCHYO OLEHKY NepCcoHanbHyt Nporpammy
noTpebHoCTeN peabunnTauunm
KoopauHanusa

JproTepaneBT BedeT peabunmtauuto B 6onbHULE 1 OMa



OCHOBHBbIE HAIIPABJIEHU PA00THI HprorepaneBra

YT1o KOHKPETHO AenaeT Cneunannct Ha 3aHATUAX C pe6eHKOM

CaMo00Cy:KUBaHHEe MeJKass MOTOPHKA CeHCOpHasA UHTerpanusa KOrHUTHUBHAA SProrepanus

O6y4yeHne HOBbIM cnocobam ofeBaHnsl,  YNpa)KHeHUs ONs KUCTeRn, NNacTUINH, Nrpbl c TEKCTYypamu, BeCTUbYynspHas 3pUTENbHO-NPOCTPAHCTBEHHbIE

aganTUBHbIE NPUCNOCObNEHNS MO3aunkKa CTUMYNSALUS, nponpuouenyms npeacTaBneHNs, BHUMaHMe,
NJaHMpPOBaHNE

ApanTanmus cpeabl VipaBjieHHe YCTAaJI0CThIO

Mopy4yHu, cneymanbHas nocyaa, JHeprocbeperatoLime cTpaTerum u

YTAXENUTEnn njiaHMNpoBaHMe gHA



TEXHUKA 1

VipasjieHHe YCTAJIOCThIO: IIporpamMmma SpoonieKids

YTO TaKOe «TeOPHus JIOKEK»?

SpoonieKids — MmeToa, 0oCHOBaHHbIN Ha Spoon Theory: BU3yanusauum aHeprum
pebeHka. MccnegosaHue Vicky King n Sharon Tuppeny (Cambridge, 2025-2026)
NOCBsILLEHO BaNngaLmm MeTofa gast AeTen C onyxonsiMym Mos3ra.

X OrpaHuYeHHBIH 3amac Pacxop,

Y pebeHKa ecTb onpepeneHHoe OpeTbCs, MOWUTU B LLIKOY, MOUTPaTh
KOJINYECTBO «/I0XKEK» IHEPTMU Ha — Ka)kpoe feNCTBUE TPaTUT JIOXKKM
AeHb

IlIaHUpOBaHHE

PebeHOK yunTCs pacCcTaBnaTb MPUOPUTETHI, HTOObI HE NCTOLWUTBLCS

() YcTanoctb — HEBMAUMbIV CUMMNTOM, HO C HUM MOXHO W HY)XXHO paboTaTb.



CeHCOpHasa MHTErpanusia

MeTop pa3paboTaH aprotepaneBTom Jean Ayres (CLUA). OH yny4yliaeT 0CO3HaHMe CO6CTBEHHOIO
Tena 3a CY4ET 06 begmHeHNss UHPOPMaLUKN OT BECTUDOYNAPHOM CUCTEMBI, KOXXW U CYCTaBOB C

ABUraTe/ibHbIMU aKTaMW.

Korpa Hy;KHAa CEHCOpHasl MeToabI PA0OTHI

HUHTerpanus
e CeHCOpHaia gueTa

e He IIEPCHOCHUT IIPUKOCHOBCHU A
Cneu,maanble 3aHATUA N NTPbI,

K nuuy, pykam, onpegefnieHHbIM TKaHsIM nogobpaHHble MHAMBUAYANBHO

e BouTca kadeeu ¢ HNHCTPYMEHTbI

36eraet BeCTUOYNAPHOM CTUMYALUN YTawenutenu, Bubpaums, cneymnanbHble

LWEeTKN

e Tepsaer oulylieHHue TEJaIa

e TaxKTHMJIbHAL 3alIIUTA
He 4yyBCTBYyeT NO/IOXEHWE PYK U HOT B

NPOCTPaHCTBE PaboTa C NOBbILEHHOM
YYBCTBUTE/IbHOCTbBIO KOXU

e HarbIKaeTcda Ha npeaMeThl

HapylieHa koopanHauus gBUXeHUN
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TEXHUKA 3

HUrpoBas Tepanusd: NyTh K SMOINOHAJILHOU PEryjasaium

KayecTBeHHOe nccnepoBaHme Hope n Orozco Arteaga (2025) BbISIBUIO NATb KAKOYEBbIX TEM B UTPOBON 3proTepanuu B NeanaTpuyecKkom OHKOTOT UK.

JMOIIMOHAJIBHAA pPeryjasanus CaMoBbBIpa:KeHue OO0yueHIe poauTeen
irpa nomoraeT cnpaBAsiTbCS CO CTPAXaMu U PebeHoK Yyepe3 nrpy nepepabaTtbiBaeT OnbIT KntoueBon hakTop — nepegava 3HaHUN U
BblpaXaTb YyBCTBa 6one3Hu

HaBbIKOB CeéMbe

YBepeHHOCTh CeMbHU YCTOMYUBOCTD
PoanTenn yyaTca urpatb C pebeHKOM 1 Noaaep>KmMBaThb ero Mirpa pa3BuBaeT ncnxonornyeckyo resilience pebeHka

[J Wrpa—3to paboTa pebeHka. IproTepanesT NCMOb3YeT UTPY KaK MUHCTPYMEHT BOCCTAHOB/EHUS.



TEXHUKA 4

BoBJieueHHuE POAUTEJIEH: CEeMENHO-
IIEHTPUPOBAHHBIN ITOAXO/

NccnepoBaHue Rachel Koenig (UND, 2024) nokasano KpUTUYECKY BaXKHOCTb BK/TIOYEHUS

poauTenen B NpoLecc aproTepanmm.

AHaJIN3 MOTPEOHOCTEN

KoMnneKkcHas oueHKa cocTosHUsl pebeHka, Bkntodas HerponaTtuio (CIPN)

PYKOBOJCTBO JJIsA POAUTENEH

Co37aHO NPaKTUYeCKOe PYKOBOACTBO MO AOMALIHUM 3aHSATUAM

HenpepbIBHOCTH pPeadorInTaIH

Pogutenwu Nnpoao/MKakT yaydleHna goMa — 0cobeHHOo npun aTakCnun

[J PopuTtenu cTaHOBSITCS NpoAo/MKaTeNIMM Tepannmn AoMa, yCTPaHsis pa3pbiB Mexay
rocnuTanusaumnen n obbI4HOM XN3HbIO.




Kak sprorepaneBT o0y4JaeT poguTeaen?

3pr0TepaneBT HE NMPOCTO 3aHNMaETCA C pe6eHKOM — OH nepe,u,aéT 3HaHWNA N HaBblKW BaM, 4YTOObI pea6|/|n|/|TaL|,|/|ﬂ npopo/mKanacb gomMa I-(a)K,EI,bII\/] OEHb.

JeMOHCTpaIusa

©

CI'IELI,I/IaJ'II/ICT NOKa3bIiBae€T yNpPaXHEHWSA, Bbl MOBTOPSAETE U 3aKpeNn/ideTe HaBbIK

IIncboMeHHbIe NMHCTPYKII NN

I'IonyqaeTe NaMATKU C ONUCaHNeM TeEXHUK ans 3aHATUN OoMa

BI/I,I[eOMaTepI/IaJIBI

CcbINKKM Ha BMAOeo C HYXXHbIMW ynpaXHEHUAMU ONA CaMOCTOATE/IbHOIO N3y4YeHNA

JTHEeBHUK HAOJII0MeHUH

Y4ynTecb 3ameyaTb NPOrpecc n TPYAHOCTU, DUKCMPOBATb MU3MEHEHUS

OGpaTHas CBA3b

T

KoppeKTrpoBKa NporpaMmsl no BallnMm HabtofeHUSaM 1 3anpocam

[ VccnepoBaHus noaTBepxAaloT: poamTenn, oby4eHHble 3proTepaneBToOM, YyBCTBYIOT Cebsi yBepeHHee 1 3pdeKTUBHEE MOMOratoT pebeHky.



IIpocThiE€ TEXHUKMU OJIS AOMA

Y4TO MOXHO genaTb yXKe CeErogHs — NOCJie KOHCYNbTauum CO CrneymnaancTom

@ Menkaa moTopuKa D CeHcopHas cTUMYAAIUA

e JlenuTb U3 NNACTUANHA U TeCTa * MWcnonb3oBaTb pasHble TKaHW (Wenk, bapxaT, Maxpy)
*  HaHu3bIBaTb KPynHbie 6YCKHbI * [enaTb NErKMM Maccax LWETKaMUN U MAYUKAMU

* PBaTb 6bymary Ha MefKme KyCOUKM *  YTshKkenéHHoe ofesno (Mo HasHavyeHuo)

* WrpaTtb Cc neckom, Kpynou, BOA0M

CaMooﬁcJIy}KI/IBaHI/Ie B YupaBjieHue ycTajJdoCTbIO
 Opgexpaa c nmnyyvykaMmun v 31acTUYHbIMUK NoACamu * YepepoBaTb aKTUBHOCTb U OTAbIX
* [locypa Cc yTONWEHHBIMU pyYKaMu * lcnonb3oBaTb BU3yanbHOE pacnuncaHume

* Beww Ha gOCTYNHOM YPOBHE XpaHEHUS *  06cyxaaTb «N0XKKN» SHEPTUN C PeOEHKOM



TEXHUKA 5

Bu3yajJbHOE pacIiCaHle ! CTPYKTYypPaA THA

CHW)XEeHME TPEBOIU Y S3KOHOMUS SHEPruK. [1eTM Noc/ie NeYeHns onyxonei Mo3ra TPYAHO NIaHMPOBaTb — HeoNpeaenEHHOCTb cama No cebe UCToLLaeT.

Kak sprorepamneBT YIUT POJUTEIEH

1 Pacoucanues 2  YTpeHHUIii pa3cop

KapTUHKaX
ObcyxpanTe C pebEHKOM, 4YTO

Co3pgaunTe HarNAgHbIN NIaH 6yaeT cerofHs

OHS, MOHSITHbIN PeBEHKY

3 MajieHbKHUeE 1IIArmu 4 AKTHUBHOCTS B IINK

3HepPruu
Pa3buBante 6onblune 3agadm

Ha NPOCTble 4eNCTBUSA [MnaHWMpymnTe BaXXHOE Ha BpeMs
HanbonblUe aKTUBHOCTU

pebéHka




ApanTanusd cpeapl: 0e30IaCHbIN 1 YIOOHBIN TOM

JproTepaneBT MOXeT PEKOMEHA0BATh N3MEHEHMS B OME, KOTOpPbIE CAeNnatoT Xn3Hb pebéHKa 6e3onacHee N He3aBucUMee. B pspe cnyyaes aTu

pacxofbl MOKPbLIBAKOTCS CTPAXOBKOMW.

BaHHasa u Tyaner 204

5:“.
[NopyyHwu,
HECKONb3SLNIN KOBPUK,
CTY/bYMK ANS gywa,

HaK/1lafKa Ha YHNTa3

KyxH4A Dl

CneuwnanbHas nocypga,
YTSKENEHHbIE CTO/IOBbIE
Npu6opsbI C ya00OHbIM

3aXBaTOM

JdeTcKasa
KOMHATA

XpaHeHue Ha
0OCTYNMHOM YPOBHE,
NpaBU/IbHO
nogobpaHHOE Kpecno,
OpraHn3oBaHHOE

NPOCTPAHCTBO

() BaxHO: cHayana NpoKOHCYNbTUPYITECH C 3proTepaneBTOM — 1 TObKO NOTOM MOKyMNaliTe NPUCnocobieHUs.

Ojxe:kaa u 00yBb

O6yBb Ha nnNyyKax,
ogexpaa 6e3 nyrosuuy, —
AN MaKCUMaibHOW

CaMOCTOATEJIbHOCTHU



Korga oopamaThCs K 9prorepaneBTy?

[Mpu3HaKK, 4TO BaweMy PeBEHKY HYXXHA NOMOLLb

CaMo000CIy;KuBaHUE IlIko1a

TpyaHO ofeBaTbCsl, €CTb, YACTUTb 3yObl — 3aHUMAET C/IMLLIKOM MHOIO [110X0l NOYEpPK, HE MOXKET Bblpe3aTb, ObICTPO YCTAET NPU NUCbME
BPEMEHW U CUN

Urpa JABHUKEeHUus

He nHTepecyeTcst rpywikaMm, He MOXXeT CObpaTb KOHCTPYKTOP HenoBKMn, 4acTO POHSIET NpegMeTbl, CMNOTbIKaeTcs 6e3 NpUYnHbI
HJyBCTBUTEJIbHOCTH YcramocThb

BouTcs NPUKOCHOBEHMWI, ONpeaenEéHHbIX TKaHeW, T[POMKMX 3BYKOB He xBaTaeT aHeprum Ha obblYHbIE Aena, 0TKA3bIBAETCS OT aKTUBHOCTM

[ PaHHee obpalleHue K 3proTepanesTy NpefoTBpaLlaeT pa3BuTe BTOPUYHbIX MPO6IEM 1 YCKOPSET BOCCTaHOBNEHNE.



I'me HaNTHU SprorepamnesTra B Poccun?

Pecypcbl 1 NporpamMmMmbl, 4OCTYMHblE A8 ceMel ¢ geTbMu ¢ onyxonsimmu LHC

Aot @ 00
PHUMY / PAKB doHa XabeHCKoro MUAII3
Peabunutayus geten c onyxonamm LHC, BecnnatHasa 6polwtopa no peabunutayun, PeabunmtaumoHHble NPOrpaMmMmbl M NOArOTOBKA
BK/IOYAs 3proTepanmio n poboTM3MpOBaHHbIe MPOrpamMmbl NOAAEPXKKM CEMEN, KOH(epeHLUN cneumanncToB No 3proTepannu
MeTOAUKMN N9 CneLmnannucTos
HMMUII ATOU Porauéeéna PermnoHajibHblIe II€EHTPbI
LleHTp «Pycckoe none» — KOMNAeKCHasa negmaTpmyeckas OHKoNorn4yecKas B 601blUMHCTBE KPYMNHbIX FOPOA0B Poccum paboTatoT sprotepanesThl B
peabunutauns peabnnnTaumoOHHbIX LLeHTpax

[ CnpawwuBsaitTe y neyatiero Bpaya o BO3IMOXHOCTM NOMYYEHUS 3proTepaneBTMYecKon NoMOLLM — 3TO Balle Mpaso.



HUTOrm: raiaBHoe, UTo HY:KHO 3aIIOMHUTD

1 3SprorepameBT — CHEIMATHUCT IO BO3BPAILEHHIO K ;KU3HH

MomoraeT pebEHKY BEPHYTbCS K OAEBAHNIO, €fe, UTPE, Y4EDE — K TOMY, YTO BaXKHO AJ151 HEFO 1 CEMbM

2  IIaThb KIIOYEBHIX HATIPABJAEHUH

CamoobcnyxmBaHue - Menkasi MoTopuKa - CeHCcopHast HTerpauus - YnpasneHue yctanocTtbto (SpoonieKids) - AganTtauusa cpeabl

3 PoauTenu — riaBHbIE NAPTHEPHI

iccnepoBaHusa NoaTBEPXAAOT: 06y4eHMe poguTenen nosbiwaeT 3PPEeKTUBHOCTL peabunutaunm n obecneyrmBaeT HEMPEPbIBHOCTb

4 WHrpa — MHCTPYMEHT BOCCTAHOBJICHHS

irpoBasi Tepanusi nomoraeT pebEHKY BbipaXkaTb 3MOLMM 1 NepepabaTbiBaTb ONbIT 601€3HMU

3 Pecypchl ecTh B Poccun

POKB, ®oHp XabeHckoro, MUM3, HMUL, Porauésa pa3BmBatoT sprotepanuio gns geteun c onyxonamm LUHC

[J Yem paHblie HayaTb — TeM nyyue. Pe6EHOK MMeeT NPaBO HAa HE3aBUCUMOCTb, UTPY U NMOJTHOLLEHHYH XXN3Hb. IproTepaneBT NOMOraeT cAenaTb 3TO NPaBo
peasibHOCTbHO.



PecypcChI 1 JOIIOJIHUTEJIbHAS
NH@OPMAIIUA

@ 3apyoGe;xHBIE pecypcChl

Brainbow (Cambridge)

Mopgenb MynbTUANCLUMNIMHAPHOM
HerpopeabunnTaumm, MHTErpupyoLLEn

sproTepanuio

MaTepuasnbl MO yNpaBAeHUIO YCTAIOCTbIO
ANA AeTen n cemen

Brigham and Women's Hospital

PYyKOBOACTBO NO peabunurtaumm gis
poanTenen nocne HeMpoOXnpyprum

| The Brain Tumour Charity

MaTepvan NnoaroToB/IEH Ha OCHOBE POCCUNCKMX U 3apyBexHbIX NCCnefoBaHWIA, BKIOYas paboThbl
PHUMY nm. Muporosa, ®oHaa XabeHckoro, Kembpupxckon cnyx6bbl Brainbow, a Takxe
MeXAyHapOAHbIX NCC/IeJOBAHUIN MO 3proTepanmu B 4ETCKON OHKOMOTUN.




IIPOEKT peamnu3yeTcs C UCII0JIb30BaHEM I'PaHTa

Mpe3ngeHTa Poccumckon depgepaumm Ha pa3BuTUE rpaXKgaHCKoro obuecTsa, NnpeaocTaBAeHHOro ®oHOA0OM NPe3nageHTCKUX FPaHTOB

NP NOAOEPKKE
POHAOA
NMPE3UAEHTCKUX
rPAHTOB



