BcemupHasa MHMUMaTMBa No o6ecnevyeHno OXpaHbl 340POBbs
6onbHbIX ayTuamom (GAPH) choHaa Autism Speaks

lMpo6nema

OTknoHeHue cnekTpa aytnama (ASD) — 3T0 HEBpPOMOrMyeckoe HapyLLeHe pasBuTug,
KOTOpOEe XapaKTepmsyeTcs pacCTponcTBamMmm CoLmanbHOro NoBe4EHNUS U KOMMYHUKaLUN,
a TakxKe orpaHu4yeHHbIM AnanasoHom aeaTternbHocTu. ASD He nmeeT coumanbHbIX,
KyNbTYPHbIX N TeppUTOpMarnbHbIX rpaHny,. Kak MuHuMmymMm, 1 n3 kaxabix 150 yenosek
cTpagaeT oT ayTu3ma.

CumnToMbl ayTnama BapbMpyloTCs OT Mario3amMeTHbIX 0O Cepbe3HbIX. HekoTopble nuua
obnagaloT HopMarnbHbIMW MHTENMNEKTYaNbHbIMU U peYEBLIMU CNIOCOBHOCTSIMU, B TO
BpeMsi Kak Apyrum TpebyeTcst yXoa Ha NpoTsKeHUN BCEWN XN3HWU. Hapsigy ¢ ayTuamom
MHOrMe CTpagatoT oT Apyrux npobnem co 30opoBbeEM. AMEPUKaHCKaa akagemus
neguaTtpum (B koTopyto Bxoadat 6onee 60 000 negmaTpoB) pekoMeHayeT 0bsi3aTenbHoe
obcrnenoBaHuMe Ha HanuMyue ayTuama gnsi Bcex aeten B Bospacte 18-24 mecsaues, Tak
KaK CyLLeCTBYIOT BECKME oKa3aTenbCTBa B NONb3y TOro, YTO paHHee BMeLlaTeNbCTBO
MOXET MPUBECTU K 3HAUYUTENBHBLIM yCreXam B pa3BUTUN PeYM 1 NO3HABATENbHbIX
HaBbIKOB, a TAKXKe OKa3aTb BNUSAHME HA ONITOCPOYHOE pa3BUTHE.

3HaunUTENbHLIM NPENATCTBMEM Ha NYTU K YNYYLLEHUIO COCTOSIHUS 300POBbS U
Gnarononyyus AeTemn n ceMewn, KOTopble CTONKHYIUCb C ayTU3MOM, SIBNSIETCS HexBaTka
NHOPMaLIMKN U 3HAHWUIA. DTO OrpaHMYMBaET BO3MOXHOCTb MOMYy4YUTb HEOBXOANUMYIO
NOMOLLb U OCYLLECTBUTL PaHHEE BMELLATENbCTBO U NPENSTCTBYET Pa3BUTUIO
COOTBETCTBYHOLLMX MPOrpamMm Mo oxpaHe 340pOBbsi, KOTOPbIE CMOCOGHbI YNyYLLnTb
KauyeCTBO XXM3HUW AN NULL C ayTU3MOM U UX ceMelt. OTU NpobneMbl Takxke ycyrybnsawTcs
HeXBaTKON KOMMETEHTHbIX M NOArOTOBIEHHbIX CNELManCcToB.

doHa Autism Speaks 3aHMMaeTCs NONCKOM peLleHnin 3TUx Nnpobnem Bo BCEM MUpe.
Ham yganocb ynyudlwimTb cCMTyauuio ¢ npegoctasneHnem nomowm B CesepHon Amepuke
n EBpone, n Tenepb Mbl CTPEMUMCSH MOBTOPUTbL 3TU YCNEXM NOBCEMECTHO. Hawum ycunums
cocpenoToyeHbl Ha NpeaocTaBneHnn Hpopmaumm 1 Co3gaHnmn BO3MOXHOCTEN AN
nccnenoBaHuin n obecneyeHnsa Heobxoanmblx ycnyr. Mbl CMOMIM AOCTUTHYTb 3TUX
uenemn bnarogaps NPUBEYEHUIO NMPaBUTENBLCTB, 3aUHTEPECOBAHHbBIX CTOPOH U
00LEeCTBEHHbIX OpraHM3aLmi, KOTopble NOMOTIM OCYLLECTBUTL HEOOXO0AMMbIE
N3MeHeHMs BO 6riaro cemen, CTOMKHYBLUMXCH C ayTU3MOM, 1 BCero obLiecraa.

Y cdoHaa Autism Speaks ecTb yeTkasd Muccus anst usaMeHeHust Oyayuiero Bcex, KTo
bopeTcs ¢ ayTM3MoMm; nepsooyepeaHbie 3agayun Autism Speaks — noebiweHue
cmerneHu uHgopmMmuposaHHocmu o6 aymu3me v ero nNpusHaHue, a Takxe
npedocmasrsieHue ycrya n compyoHu4yecmeo 8 npogedeHuu uccsiedogaHul rno
BCEMY MUPY. YCTaHOBMEHME CTpaTermyecknx NnapTHEPCKNX OTHOLLEHUI MEXaY
CTpaHaMu C pasHbiMUK KynbTypamu, YPOBHSAMU MOAFOTOBKN CNeLmManncToB u
CYLLECTBYHOLLEN MHAPACTPYKTYPOU OOCNYKMBAHUA ABMASIETCA KPUTUYECKM BaXXHbIM ANS
DOCTWKeHUs 3Ton uenu. Mbl TBEpAO YBEPEHLI B TOM, YTO, MOMUMO HEMOCPEACTBEHHOM
nonb3bl ANA OTAENbHO B3ATbIX FOCY4aPCTB Y PErMOHOB, OMbIT, NPUOBPETEHHbIN B X04e



TaKOro coTpyaHu4yecTBa, OyaeT nonesHbIM ANns Bcero coobliectsa
CTpagatoLwmx ayTU3Mom.

PeweHue: BcemupHasi uHuyuamuea no obecrne4yeHuro oxpaHbl 300poebsi
6051bHbIX aymu3momMm poHOa Autism Speaks

BcemupHas nimumaTtnea no obecneyeHnto oxpaHbl 300p0oBbsi O0MbHbBIX ayTU3MOM
(GAPH) cdoHpa Autism Speaks — 3To nepeoBoO KOMMNEKCHbIN NOAXOA,
pa3paboTaHHbIA AN JOCTUXKEHNSA TPEX LEeNen:

0 [loBblWweHMe NHPOPMMPOBAHHOCTM CNELMANMCTOB N OBLLECTBEHHOCTM O
BOMpOCax, CBA3aHHbIX C OTKIMOHEHMEM cnekTpa aytuama (ASD)

0 [loBbilWeHNe ypoBHSA KBannuKkaumm n MexayHapoaHoro CoTpyaHn4ecTBa
nocpeacTBOM 00y4eHUs crneumanmcToB, 3aHATbIX B UCCNeaoBaHMAX ayTuama, C
0COObIM BHUMAHMEM K 3MMAEMUONOTMKN, CKPUHWHTY, PAHHEW ANArHOCTUKe
N NEYEHNIO

O YnydweHue KayecTBa NpeocTaBnsAeMbiX yCnyr nocpeacTBoM 00yyYeHus 1
MOBbILLEHNS KBanudmkaumm cneumanmcToB 06CnyXmBaroLLMX OpraHn3auni npu
NPOBEAEHNN PAHHEN ANArHOCTUKN N BMELLATENbCTBE.

Mbi1 3aHUMaeMcs1 MOUCKOM rnapmHepo8 e0 eceM Mupe, KoTopble MOryT paboTtaTtb ¢
HaMu ANS yCTaHOBIIEHUSI COTPYOHMYECTBA MEXAY NPaBUTENBCTBAMU, COOOLLIECTBAMU U
y4€eHbIMU, KOTOPbIE CMOCOOHbLI OKa3aTb NOAAEPXKKY AN HE3AaBMCUMOWN MHAPACTPYKTYpPbI
34paBOOXpPaAHEHNS C LeNbio NOBbILEHUSA CTENEHN UHPOPMUPOBAHHOCTU 00 ayTnsme U
npefocTaBreHns BO3MOXHOCTEN 4115 NOBbILLEHUS KavyecTBa yCnyr U NpoBeAeHus
nccrnegoBaHum, CBA3aHHbIX C ayTuaMoM. Mbl 0CO3HaeM, YTO Takme hakTopbl, Kak
pasHuua B HaNn4Mm pecypcoB, MHPPACTPYKTYPbI, KyNbTYpHbIE pa3fiMying 1 pasHble
npuopuTeThl, TPEOYIOT pa3paboTkm cneumanbHOro nraHa AencTBUrA ANs KaXaomn
OTAENbHOW TEPPUTOPMN. 3aUHTEPECOBAHHbIE CTOPOHbI MOMOralT YCTaHOBUTL Hanboree
onTMMarnbHble METOAbI AN pa3paboTKn peLleHnin, COOTBETCTBYIOLLNX KOHKPETHO
B35ITOMY MUPOBOMY PETMNOHY.

Kak aTo pocturaerca?
v" UHcpopmupoBaHHOCTb

NHdopmaumnoHHo-obpasoBaTenbHas KamnaHus, kotopyto doHg Autism Speaks
ycnewHo nposoauTt B CLUA, no3eosusna 3Ha4umesibHO yeeniu4ums Yypo8eHb
obwecmeeHHO20 U nNpogheccuoHasIbHO20 MPU3HaHUsT N NOHNMaHUS BONPOCOB,
CBSI3aHHbIX C ayTU3MOM, a TaKkke crnocobcmeoearsa NPUHAMUK0 8 aXKHbIX
¢edepasnbHbIX 3akOHOOamesibHbIX aKmoe U 3aKOHO8 Wmamoe, HarnpasBfeHHbIX Ha
MOBbILLEHNE YPOBHA UCCnNefoBaHn 1 06cnyxuBaHus. Mbl cTpeMMMcs NpeaocTaBnsaThb
NMHOPMaLMIO O CTpaTerMm Hallen KamnaHum, ee cogep)XaHum, kaHanax
pacnpoCTpaHeHnss 1 METOAMKE OLIEHKN BO3OENCTBUS — Takue CBEAEHUSI MOTYT CINY>XUTb
B Ka4yecTBe OTMPAaBHOM TOYKMN A8 3anHTEPECOBaHHbIX NAPTHEPOB. OTOT METOA
ncnonb3yeTcs B Hawen NaHamepukaHCKOW HMUMaTUBE No NpeaocTaBieHUo
nHopmaLmm 06 ayTnuame (CM. 8r10keHuUe). B 4acTHOCTU, Mbl MOXXEM OKa3aTb
copencTeue B pa3paboTke peknaMHOM KammnaHum € y4eTOM KyNnbTYpPHbIX 0COOEHHOCTEN
n/unn obpasoBaTenbHOro MaTepuana, HarnpaeleHHbIX Ha NOBbILLEHNE 00LLEN
MHOPMMPOBAHHOCTK MO BONPOCaM, KacaloLmMxcsa ayTuama, Cpeam Kak HaceneHus, Tak n
cneunanucToB B obnactn obpasoBaHns U 30paBOOXPaHEHUS.



v' Oby4yeHue n COTpyaHUYECTBO B HaAy4YHOM obGnacTu

Heob6xoaMMbiM Larom Ha nyTu K CO3AaHnio0 BO3MOXHOCTEN AN UccrnefoBaHuii BO BCEM
MUpe sSBnsieTcs co3daHue cmaHOapmu3upoeaHHbIX cpedcme ocyu,ecmeJsieHust
CKPpUHUH2a U Qua2HOCMUKU C Y4€TOM KyNbTYpPHbIX OCOOEHHOCTEN. YTBEPXKAEHHbIE
cpencTBa cnocobHbl 06ecneynTb TOYHYH UAarHOCTUKY U COAENCTBOBATbL B PaHHEM
BbISIBNEHMM ayTnamMa. M xoTsa onncaHme aTux cpeacTs Obino nepeBefeHO Ha HEKOTOpPbIE
A3bIKW, NO-MPEXHEMY CYLLECTBYET MHOXECTBO PEMMOHOB, B KOTOPbLIX AOCTYN K HUM
oTcyTcTByeT. [Insa yaosneTBopeHus aton notpebHocTn Autism Speaks coTpyaHuyaet ¢
nspgatenscteBoM Western Psychological Services (WPS) n obnagatensimm aBTOpCKNX
npaB Ha MHOrMe KIo4eBble METOAbI ANarHOCTUYECKOro oLeHnBaHus. MNpn coaencTamm
WPS Hamu paspaboTaHa meToauka, KoTopasi CnocobCcTByeT YCKOPEHMIO npoLuecca
nepesoaa, obecneunBas UCNonNb3oBaHWE caMor NepeaoBon METOONKN U
CBOEBPEMEHHOE YTBEPXKAEHME.

Bonee Toro, 6bina cospgaHa MexayHapoaHas ceTb anugemuonorun aytuama (IAEN)
doHaa Autism Speaks (cm. 8r10xxkeHuUe), KOTOpas NpedHa3HavYeHa AN okasaHus
nododepiKKu coeMecmHbIM pa3pabomkam npu nomoLm obMeHa MeTOANKON 1
naesiMu, CBsiI3aHHbIMU C AMMAEMUONIOrMYECKMMM BONPOCaMN, MEXAY UccregoBaTensiMm
N cTpaHaMmu. YyacTtue npuHsanum okorno 80 nccnegosatenen ns 6onee yem 30 cTpaH.
MoMnMO yCTaHOBNEHUS COTPYAHNYECTBA, CETU Hay4YHOM nHdopmauumn, noqobHeie IAEN,
npegnarawT ngeansHyo nnatopmy Ana nod2omoeku criedyroue20 noKosIeHuUst
uccniedogamersieli aymu3ma, npu NOMOLLY KOTOPOW OfapeHHbIe Monoable
crneynanucTbl MOryT oby4daTbCs, UCNOMNb3ysa camble NOCneaHne MUpPoBble pa3paboTku.

v MoparoToBkKa u NnpegocTaBneHne ycnyr

A heKTUBHbIE METOABI Ie4YeHNs BKIOYaOT B ce6s1 BO3MOXHOCTb TECHOMO
B3aMMOAENCTBMSA MexXay cneumuanucTaMm n CeMbsIMMU ¢ HEOGXOAMMOCTLIO YYUTLIBATb
KYNbTYpHblE 0COGEHHOCTUN U LEHHOCTU. Takum 06pa3om, XOTs Mbl MOXEM NPeaoCTaBUTb
NHOPMaLMIO U METOANKY NMOATOTOBKM OTHOCUTENBHO 3MNUpuYeckn 060CHOBaHHOM
«nepenoBoi NPaKTUKNY, PaKTUYECKU UCNONb3yeMble MeTOAbl U OCTUTHYTbIe
pesynbTaTbl MOTyT PA3HUTLCS B 3aBUCUMOCTU OT crnieLmnduUyYecknx noTpebHocTen,
KYNbTYPHbIX NPeanoYTEHUA U LLleHHOCTER OTAeNbHOro permoHa. CooTBETCTBEHHO,
CpeAcTBa ANt NOArOTOBKU MeXAYHapPOAHbIX CMeLManncToB AOMKHbI ObiTb NPOBEPEHbI U
N3MeHeHbl MECTHbIMU 3aUHTEPECOBaHHBIMM CTOPOHaMMU C LieNblo oGecneyeHus
COOTBETCTBUS KYNbTYPHBIM HOPMaM M LLEHHOCTAIM Ha KaXKaoM y4acTke NpUMeEHEHUS.
Cpeaw npencraBuTenert Taknux CTOPOH MoryT BbITb poauTenu, Bpaun 1 cneumanmcTbl B
06nacTu oxpaHbl NCUXUYECKOrO 340POBbS, Neaarory, 3aH1MMaroLmecs obpasoBaHem
[eTel paHHero Bo3pacTa, a Takke y3KoHanpaBreHHble CneumanmcTbl.

Hawa mogenb noarotoBkn crmocob6cmeyem co3daHuro ycrnoeul onsi
npedocmasesneHus ycrye, obecnedvsas npodeccmoHanbHoe obyvyeHne, TeXHUYeckoe
cogencTteune, pa3paboTKy MHOPMAaLIMOHHOM YacTh 1 obpasoBaHue. OTa MOAenb
COCTOUT N3 Tpex as:

®a3sa 1: OnpedeneHue HayuoHanbHOU epynnbl naaHUposaHusi, cocmoswel u3
podumenedl u creyuanucmos, Komopasl ycmaHoeum uesnu u nompebHocmu ¢
y4emom HauyuoHarsibHOU crneyuguku.

®a3sa 2: Paspabomka, no0zomoska u obecrie4eHuUe rnocmosiHHo20
mexHuU4YyecKoeo codelicmeusi HauuoHanbHoU 2pyrne oby4yeHus o eonpocam
mpebyemol memodOuKu emewiamersibcmea



®a3za 3: lNoddepxka Onsi HayuoHaabHOU epyrbl 0by4YeHuUs 8 rpoyecce ee
rnepexoda 8 cmamyc 2pynbl He3a8UCUMbIX UHCMPYKMOPO8, CrIOCOOHbIX
3aHuMamscs nodzomoekol Opyaux nodel 8 CBOEM peaLOHeE.

OCHOBHOM Liefnbio SIBNSIETCA CO34aHne HE3aBUCUMOW CUCTEMbI MPEAOCTaBNEHUS YCIyT U
NOArOTOBKM COTPYAHUKOB O0GCNYKMBAIOLLMX OpraHu3aLmnii Ha ypoBHe coobLuLecTBa K
KOHLIy npoLiecca, COCTOSILLEro 13 Tpex das.

3aknroyeHue

OcHOBHOM LieNnbio co3naHnsa BcemMupHon HULMaTMBbl N0 06ecnevyeHmnto oxpaHsbl
300opoBbs 6onbHbIX ayTnamom (GAPH) choHaa Autism Speaks siBnsietcs:

>

>

CospgaHue rmobanbHOro napTHepCTBa U B3anmMHoe oby4veHmne

YBenuyeHue cteneHn MHHPOPMUPOBAHHOCTU M NMOHNMaHNS BOMPOCOB, CBSA3aHHbIX
C ayTM3MOM, BO BCEM MUpe

Co3sfaHune cpeacTB Ans NpoBeAeHUs UCCNefoBaHWi Mo BCeMy MUPY

yJ'Iy‘-IUJeHI/Ie Ka4decCcTBa XX1U3HU Ny ¢ aytTusmom mn nx cemem nyTem
npeagocrtaBlieHnAa MM BO3MOXHOCTU NOArOTOBKU U o6yqu|/|;|

Mbl npuBeTcTBYeM Balle yyacTtue B MiHnumatuse GAPH. Ecnu Bac 3anHTepecoBana
3Ta TeMa, KOHTaKTHOe Nnnuo Ans cnpasok: OHAM LUux, kaHamaaT Hayk, BuLe-npe3naeHT
no Hay4dHbiM Bonpocam (Andy Shih, Ph.D., Vice President of Scientific Affairs)
(ashih@autismspeaks.org).
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