1 cnanp

MECAHAL, OcsegomnenHoctn o CuHgpome PeTTta
OKTABPb

A3bikoBasa u peyeBan Tepanus

Arusyak SAFA JAMILABADI
CneunanuncT no A3bIKOBOW U peYvyeBor Tepanuu, fiorones

MpenogasaTene YHuBepcuteta Megunons, Ctambyn

2 cnaunpg,

AOOBPO NMOXAJTIOBATb
- Kroga?
—  Mow KNMeHTbI 1 X POACTBEHHUKN HAa3bIBAOT MeHs «Apyc Xomxka»
- O6pasoBaHune?

- OkoHnuun(a) 6akanaspuaTt n marucTpatypy B CoegmHéHHbIX LLTaTtax
AmMepuku

- [pe paboTtato?
- 12 net pabortato B YacTHOM 06pa3oBaTefbHOM yyYpexaeHnm
- 8 net pabotato B CtambynbckoM yHnBepcuteTe Medipol

3 cnanpg

MOMMYTb B 3TOM OEJE...

A Haxoxycb 3aecb bnarogaps o4HOMY M3 NePBbIX NALMEHTOB, KOTOPOro A
BCTpeTMNa nocre Bo3spalleHus B Typuutio.

B aTOM NpukItoYeHM No4 Ha3BaHNEM XM3Hb Mbl HE 3HAEM, KaK NOBMMSEM Ha
XKM3Hb OpYyr apyra.

KnrouyeBble acnekTbl paboThi:
KomaHagHasa paboTa (BaXkHa CKPOMHOCTb, Mbl HE 3HAeM BCErO)
KoopauHauumsa (HacTosiLLee NCKYCCTBO)

MpaBunbHOe HanpaBrieHne (HagexHas ceTb)



3awwmTa npaB (CTONKHOBEHME C CoLManbHbIMU peanusamin)

MoBblweHe ocBeAOMSEHHOCTH (coumanbHble Meana)

4 cnang

AY BAC..

[laBainTe HaYHEM C HECKONNbKNX BOIPOCOB:

CKonbKo cpeau Bac poauteneu, Ybu 4eTn Nonyymnu gmarHo3 cuHgpoma PeTta B
paHHeM Bo3pacTe?

CKonbKo 13 Bac oTBeNnu pebexka k noroneny 4o unu cpasy nocne nocTaHOBKU
anarHosa?

CKonbKo 13 Bac oTBenu pebexka K ioronegy MMeHHO Ans Toro, YToObl OH Havarn
roBOpuUTLH?

CKOnbKO U3 Bac cYUTaET, YTo fioronegmnyeckas Tepanuda He nomorna?

5 cnang

3HAETE Il Bbl?

Kak HasblBarncs gpakyrnbTeT, KOTOPbIN 9 OKOHYKUa?
UTto cTano ans MeHsi camMmbiM LIEHHBLIM NMOcre Havana paboTsl B 310K cdhepe?

UTo 661510 CaMbIM CIOXHBIM AS151 MEHS1 OO bACHUTL Nocne BO3BpaLlEeHNA B Tprl,I/IPO?

HAPYLWLEHUA OBLLEHUA



6 cnavg

NMOYEMY 3TO BAXHO A1 MEHA?

[MoTOMYy YTO CyLLECTBYET MHOXECTBO BUAOB KOMMYHMKALMK, N OFpaHUYeHe
TONbKO YCTHOW peYbio MEHS CUINTbHO OECMOKOWUT.

B nocnegHue rogbl YMCIO HaWNX geTen ¢ AMarHo3oM pacTeT
Camoe bonbLuoe XenaHme poantenen: YTodbl Mo pebEHOK 3aroBopun

JloBywikun: «OH 3aroBopuT», «3aroBopuT B 15 net», «<Buamnmo, Bawu norones,
He OCEHb XOPOLL»

CunMNTOMBI, MOXOXME Ha pacCTPOMCTBA ayTUCTUYECKOrO CNEKTPA,
yvyactmnucb. MHorue nogu nony4varT O4MHAKOBbIN ANArHo3, XOTs Y HUX
MOXET BbITb UTO-TO ApYyroe... A eCcrnv 3710 YTo-To BonbLuee?

[MocTtaBneHHble AnarHo3bl pagyoT MeHs!
Moyemy?
Mbl TOHMMaeM, C YeM MeeM Jerno, U Hameyaem NyTb

7 cnavpg

BOJbLUON WAT

CTONKHYTLCSA C AMarHO30M U NPUHATb ero

BakHa paHHSAs AnarHocTumka

HaBblIKn, KOTOpPbIE CO BpEMEHEM pPErpeccupyroT

Korga s cnpawmBato ceMby 1 Npeasiarato anbTepHaTUBHbIE
nogaepXxmearoLme cCUcTeMbl KOMMYHUKaALMNN OHW OTBEYatoT: «Her,
cnacubo»

HeT, HeT

O6yuyeHHbIX TepaneBTOB, MCNOMb3YHLLNX 3TN CUCTEMbI, MOXXHO NepecymTaTb
Nno nanbLuam OgHOW PYyKU
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OBLEHUE

KntoyeBble crioBa
Mpupoaa Bcerga HaxoAMUTCS B COCTOSAHUM KOMMYHUKaLIMK

PebéHok obLlaeTcs ¢ camMoro poXXaeH st U y4UT Hac CBOEMY CTUIIO OBLLLEHUS
(NnayeT, eMy CKYy4YHO, OH Ucnadkan noary3HuK, ronogeH...)



- Y nogen ¢ cmHgpomMom PeTTa HaBblkM pa3BmMBalOTCs 4O OnpeaesiEHHOro
MOMEHTA, a 3aTEM Ha4YMHalOT perpeccupoBaTb, HO OHM NMPOAOSKaKOT
noaaepxmBaTb CBSA3b C BHELLHUM MUPOM Yepes sA3blK TeNa, XxapakTepPHbIN
B3rnsg, NPOTAHYTLIW Nanedu...

«  OHW roBOpAT, NyCTb U MOSYa, C TEMWU, KTO BblyYMI NX YHUKANbHbIN A3bIK

9 cnavg

LIENOCTHbIA NOoAxoa

- B Havane pasroBopa 4 ckasarn, 4To 3To KoMaHaHas paboTa

- besycnosHo, B NepByto ovepenb cneLobpasoBaHue, a Takke
dumsnoTepanud, aprotepanus, noroneamsa AoSmkHbl paboTaTb cornacoBaHo

«  Heobxoaumo coveTtaTtb nHaMBMAyanbHbi NOAX04 (YYMTbIBAKOLLNM
NOTPeBHOCTN YernoBeka) C KOMMIIEKCHbIM (B COTPYAHMYECTBE C APpYTUMU
obnacTtamn).

- CHavana noHabniogaem 3a nx nonbiTkamu obLweHns (aTo TpedyeT
BPEMEHM).

- [laBanTe ycTpoMM MO3roBOM LUTYPM BMECTE C CEMbSMU U NULLAMW,
OTBETCTBEHHbIMU 3a YX0[, 3a YeNOBEKOM C CMHAPOMOM PeTTa; He
CTECHANTECH 3aaBaTb BONPOCLI APYr Apyry

- CoBMeCTHO (gaxke ¢ pasHbIMU NOAbMKU CO BPEMEHEM) pa3paboTaem
ANHAMUWYHBIN U peanncTUyHbIn NnaH oby4yeHnsa Ha BCHO XKNU3Hb.
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YTOYHAC ECTb...
- 0a3o0BbI¥ YpOBEHb: BU3yasibHO/NpeaAMeTHbIN

+  OOueHne ¢ NOMOLLbIO NPEAMETOB: KOHKPETHbIN NpeaMeT — KIoY Kak
CUMBON

- BusyanbHble KOMMYHMKALMOHHbIE NAaHENN: OCHOBHbIE CUMBOJIbI HA OQHOWN
CTpaHuLe (NokasbiBaeT PyKon)
« TlapTHEp-accucTUpoBaHHOE CKAHUPOBaHMUE: YXaXKMBAOLLNM YENOBEK
nocriegoBaTtesibHO NokKa3blBaeT CMMBOJIbI, YENOBEK MNOATBEPXKAAEeT B3rna40M
«ga»

«  PECS (Cuctema obMeHa n3obpaxeHnsamm): ¢ NOMOLLbI KapTUHOK coobLLatoT
O MNOTPEBHOCTAX — «XO4Y/HEe XO4y»



+  HM3KOTEXHONOMMYHbIE CUCTEMbI BU3YyarbHbIX KAPTOYEK
- [lokasbiBaeT )xenaemoe AencTBme Unmn npeameT C NOMOLLbIO KAapTUHKK

. I'IpemmymeCTBo: NnopTaTnBHOCTbL, HN3KadAd CTOMMOCTb

+  BblpaxeHune amounn
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Y HAC ECTb...
«  [OBOPAWMNME KHOIMKW (BIGMack, Step-by-Step)
+  Hwuskas ctoumocTb
«  [pocTtas TexHonorns
+  Ha KHONKy MOXHO 3arpy3nTb 3anmchb CINoB M hpas; Npu HaXkaTum OHU BOCNPOU3BOASATCS
«  O6ecneunsatoT 6a3oBoe obLLeHNE
+  BblpaxeHne aMouui



Step-by-Step

@AACTorALL mﬁ-
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Y HAC ECTb...

CpeHnn ypoBEHb: NePeHOCHbIE CUCTEMbI HA OCHOBE
CUMBOSOB/MPUITOXKEHWIA.

MopTaTmBHbIE, OBECNEUNBaAIOT BU3yaribHO-ayamarnbHY NOa4EPXKKY, MOryT
noagepxmBaTb pa3BuUTUE peydn

Avaz Tirkce: nogaepka TypeLKoro a3blika 1 CMMBOSOB
TADIS (Cuctema anbTepHaTUBHOM KOMMYHUKaLmMu Ha 6a3e nnaHweTa)

BbicokoTeXHONMOrMYHasa cuctema Ha 6ase nnaHLueTa/npUoXKeHus,
pa3paboTaHHas YHusepcutetom AHagony

Typeukoe cogepxaHue 1 03By4YMBaHmne

Mepenayva coobLLeHN Yepes kKacaHne CUMBOSIOB U MEHIO
HouBMayanbHble HaCTPOUKK

TpebyeT 00y4eHus

MoryT Bo3HMKaTb NPO6sIeMbI C MENKOWN MOTOPUKON

s \\.

. - Tadis
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Y HAC ECTb...

BbICOKMIN YPOBEHb — nepeaoBbie TEXHONOMMM: fyyLUee npw
OrpaHUYEHUSIX MOTOPUKMN

CUCTEMbI OTCNEXWBAHNA B3IrNMALA (EYE TRACKER)

TOBII DYNAVOX

SMARTBOX GRID PAD

C-EYE

lNepenoBble TeEXHONOrMU ONA NOAEN C CEPbE3HLIMU (PUNYECKUMM
OrpaHNYEeHUsIMU

CneuuansHoe nporpaMmMHoe obecneyeHne 1 aT4yvK OTCrnexnBaHns
B3rngaga

BbiGpaHHble CUMBOIbI UK opa3sbl BOCNPOU3BOAATCS FONIOCOM C 3KpaHa
MooaepXxnBaloT caMoCTOSATENBHOE 06LLIEHNE, HO CTOMMOCTb BbICOKast

Ecnu y yenoseka Nnpobnembl C KOHTPONEM B3rnsaa, MCrnosib3oBaHne
3aTpygHsieTca




14 chanp,

YTO OAJIbLUE?

|_|pl/l cnHgpome PetTa peyb 0ObIYHO O4YEHb orpaHm4yeHa Urin co BpeMeHeM
ncyesaet

MoTOpPHbIN KOHTPOSIb crab (0cobeHHO Merikast MOTOpUKa), MO3TOMY
HeoOX0ANM KOHTPOSb YEPE3 CEHCOPHbLIN AKPaH, KHOMKY U B3rnsa

ypOBeHb MHTEJIN1EKTa Y MHOTUX Naen 4acTo BhblLLE, YEM npeagnonarasiocsb,
NO3TOMY npaBusibHasa cuctemMa MOXeT 3HaAYUTESIbHO YITYHLLNTb UX
KOMMYHUKaTUBHbIE cnocobHoCTH

MHorue n3 Hac — HU Kak TepaneBTbl, HXN KaK poanTesin — He UMEKOT AO0CTyna
K BbICOKOTEXHOJ1IOITMYHbIM CpeacTBam

Cuctema, kKoTOpasd NPUHOCUT HANBOSbLLYIO NOSb3Y BalleMy pebEHKYy,
ABNSETCA ANSA HEro Hauny4LIen.

[Mpy MNopTe BO3HUKAKOT NPOBEeMbl C TEXHUYECKOW NOAAEPIKKOMN.
CoumanbHoe obecneveHne He KOMMNEHCUPYET 3aTpaThbl.

Ou4eHb Mano TepaneBTOB-NPaKTMKOB.

He xBaTaeT TypeLKoro nporpaMmMHOro obecnevyeHmns /03By4yKu.

He xBaTaeT oby4eHus poautenen.

[MpaBo aeten Ha obpa3oBaHue.

YyacTtume B coumanbHOW XXN3HU 6e3 CTUrMbl.

Mopnepxka cemen n y4ebHble rpynnbl
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BbIBOA...

Rett Syndrome Communication Guidelines (pykoBO4CTBO): CUCTEMBI
OTCrexmnsaHu4a B3rnsaa cnegyet npusHaTtb CTaHgapToM Angd
anbTepHaTUBHbLIX M BCOMOraTenbHbIX KOMMYHUKALMOHHbLIX CUCTEM.

Rett Syndrome Association (accoumaumsa) of Australia: pekomeHayeT
oTCrexXxmnBaHue B3rnsiga, CkaHMpoBaHue ¢ Noaaep>KKOW napTHEpPa (partner-
assisted scanning) 1 Proloque2Go.

US Rett Syndrome Foundation (¢poHA): pekomeHayeT COBMeCTHOe
MCNonb30BaHME YCTPONCTB OTCNEXMBaHWS B3rnaga n obydeHns a3biky Ha
OCHOBE CMMBOJIOB.



MbI ceroiHA roBOpUM: KOMMYHUKaLNA, 0CO6eHHO cBOBOAHAA KOMMYHUKaLNS, —
NpaBo KaXaoro; uHaHcoBble bapbepbl HE AOMKHbI MeLLaTb; Heo6xoaMmMo
pacLmnpaTb Hay4Hble UCCreaoBaHns no atom tTeme; Heobxoamumo yBennunTb
KOJSIN4ECTBO Hay4YHbIX UCCNeaoBaHUM NO 3TON TeMe, NOAroTOBUTbL MaTepuarbl Ha
TYpeLuKoM A3blke, 0becneunTb NOLAEPKKY NPOEKTOB cneunanbHbIMy BlogkeTamm
NN rpaHTamMm, YTobbl KaXkabI YENOBEK MOI HAWUTWN CBOW ronoc.

MoToMy YTO KaXKOoOMYy eCTb YTO CKa3aTb, He Tak Nin?



