06 u3patene XypHana -
bnaroTBoputenbHom poHpe «[ay.

downside

B 2007 ropy BnarotBoputensHomy coHay «[ayHcanp An» ucnonuunocb 10 net. HakonneHHbI 3a 370 BpeMs NpaKTUYeCKni
OMbIT, NNOJOTBOPHOE COTPYAHMYECTBO C POCCUIACKMMM rOCYAapCTBEHHbIMU U HErocyAapCTBEHHbIMU CTPYKTypamu, CBA3M
C YYeHbIMK, crneuuManucTaMmm U opraHusauusaMm, 3aHMMalLWKUMUCs npobnemMamMu cuHppoma flayHa 3a py6exom, a Takxe
pacTywas notpe6HocTb B MHdoOpMauuu Mo A[aHHOMY Bompocy, nobyaunu [ayHcanWa An vHMLMMPOBATb M3paHue
crneLvanu3upoBaHHOro MEXANCLMMIIMHAPHOIO Hay4HO-NpaKTU4eckoro XypHana «Cunppom [layHa. XXI Bek». B aToi 3ameTke
Mbl KOPOTKO NpeACTaBUM YMTATENIIM UCTOPUIO CO3AaHusa U pa3eutua bnarotBoputensHoro choHpa «[layHcanp An», OTMETUM

OCHOBHble AOCTIKEHUs U 3afaym Ha GyayLiee.

mccmﬁcmﬂ HeKoMMepyeckasl opraHunaaums «5naroTBopuTesb-

I gong «[ayHcang An» 6blna 3apervcTpupoBaHa B Hosbpe

1997 ropa, ogHako uctopus hoHga Havanach paxbiue. MHuuma-

OTI/IBa €ro Co34aHWs NPUHaRIEXMT rpynne 6pUTaHCKuX rpaxaaH —

[py3ei 1 pOACTBEHHUKOB CEMbU, B KOTOPOW poamnach AeBo4ka

¢ cuHgpomoM fayHa ®nopeHc Mappert. Oags dnopeHe, Ixepemu

pHC, paboTan B TO Bpemsi B MoCKBe W, 3Has XOpoLUuo npobne-

Mbl CEMEW, B KOTOPbIX PaCcTyT AETU C CMHAPOMOM [layHa, 3auHTe-

=pecosanca TEM, Kakyto NMOMOLLb MOfy4atoT Takme cembu B Poc-

mcvwl. lMonoxeHne okasanock OTHIOAb He aeabHbIM: 0kosno 90 %

[eTel C 9TON XPOMOCOMHON aHoOManuew cpagy nocne nosBeHns

a CBET MOMELLanMCb B roCyAapCTBEHHbIE YYPEXOEHUs OneKu,

1 m@ OCTABLUMECA B CEMbAX A€TU He nony4an HUKaKoW creumanu-

31POBAHHOM MCUXOJIOr0-Nefarorniyeckomn, CoumansHon n meau-
muMHCKon NoAOepPXKU.

[BMXnMble CTpeMneHneM nogaepxarb Takne poccuimckue

CeMbM, aHrmnyaHe yy4peaunu 6naroTBOpUTENbHbIA POoHA, npea-

Ha3Ha4YeHHbIN ONS NPUBMIEYEHUS U HaKOMAeHUs (OMHAHCOBbLIX

cpeacTB Ans cospanus B Mockee LieHTpa MOMOLLM AeTAM C CUHL-

OOOMOM [ayHa 1 VX CeMbSM.
K aTomy BpemeHu Ha 3anage yxe 6bin NpoaeH onpegenex-

bl NYTb K peanuaauum npas fitofei ¢ orpaHnyeHHbIMU BO3MOX-
.HOCTFIMVI Ha rorny4veHne afekBaTHoOM MeaULMHCKON NomoLLu, 06-
pa3oBaHWa W BKIOYEHUE B XW3Hb 06LLecTBa. HO poccuiickoe
06LLieCTBE MO-NPEXHEMY OTHOCUIOCH K MIIOAAM C CHAPOMOM [a-
YHa KaK K «6e3HafeXHbIM», «Heoby4aeMbIM», «IULLHUM>.
; OpHako NPeanocbiikK AN U3MEHEHUS 3TOW CUTyaLun yxe
6bm: MMeHHo B 1990-e rofbl B HaLLEN CTpaHe BO3HWKIIO POau-
©/TbCKOE ABWXEHWE, N OOHUM 13 CaMblX aKTUBHbBIX YSIEHOB 3TOrO
BUXeHNs 6blna «Accoumaums JayH cuHgpom». Bo MHorom 6na-
rogaps 3Ton opraHusauuun B Poccum nosBunacb COBpEMEHHas
[OCTOBEepHas MHGopMaums 06 UCTUHHBIX BO3MOXHOCTSX Ntogen

*

poBaHHas MofeSb paHHel nomoLLm» Ha c. 20-23.

¢ cuHgpomom [ayHa. OHa onpoBeprana MHOrVE JTOXHble Npeac-
TaBneHns 1 mMyubl. MexayHapoaHbIv ONbIT QOKa3biBan, YTO fto-
Iy ¢ cuHgpomoM [layHa BnonHe 06y4aembl: OHU MOFYT Hay4uTb-
CSl He TONbKO FOBOPUTL, HO W YMTaTb, NUCaTb, paboTaTb; MOryT
3aHMMAaTbCS CNOPTOM 1 TBOPHECTBOM.

Mocne oTKpbITUS odhrca K NpakTUHecKoi paboTe ¢ AeTbMU
6b11M MPUBNEYEHbI CNEeLManuCcTbl CyX6bl paHHEeR NOMOLLK «YTe-
LLIeHWe», KOTOpast Ha TOT MOMEHT eAMHCTBEHHAA NPeQoCcTaBnana
nopo6Hele ycnyru B Mockee. Tak B pamkax bnarotsoputensHoro
¢hoHaa Havan copmupoBatbes LieHTp paHHei nomowm ans ce-
MeW, BOCNUTLIBAIOLLMX feTel ¢ cMHapomoM [layHa B BO3pacTe o
8 ner.

Mporpammbl LieHTpa paseuBanuck nostanHo. BHayane paHHss
MOMOLLb BKToYana B ce6s JoMaLlH1e BU3WTbI, NPOBEEHVE CEMU-
HapoB AN poauTeniei, KOHCYNbTUPOBaHNE UHOTOPOAHUX CEMEN.
3arem Hayan BbIXOAUTL BECTHUK Ans poauTeneit «Cpenaii war»,
6bINV OPraHn30BaHbI NEPBbIE MPYNMbl COLMANbHON afanTauum.

lMo3xe 6biny NPeAnoXeHbl HOBbIE NPOrpamMbl, BKIKOHaBLUME
VHOVBUAYaNbHbIE 3aHATUS C OETbMU MO PEYEBOMY, KOTHUTUBHO-
My W OBUraTenbHOMy pasBuTWIO U ofyyatoLme rpynnbl Ans go-
LLIKOJTbHUKOB.

HakonneHHbI 32 3TV roAbl OMbIT UCMONL30BAHWS 1 TBOPYEC-
KOV nepepaboTKn 3apybexHbiX METOLOB NCUMXONOro-nefaroru-
4eCKoW NoAaepXKu AeTen ¢ cuHgpomom dayHa v ux cemen Hadan
0606LLaTbCsl, U, MOMUMO MEpPeBOAOB 3apy6eXHO IuTepaTypsl,
C KOTOpbIX Ha4anach napartenbckas gestenbHocTb [JayHcang An,
cTanu nybnukoBaTbCs MeToaMYeckue nocoous, paspaboTaHHble
cneumanuctamm Llentpa. Ha ocHoBe 3TOM OeATENbHOCTU Haua-
nocb pas3eute PecypcHoOro LieHTpa, B 3aAa4M KOTOPOro BXOAWT
MH(OPMALIMOHHAA U KOHCYNbTaTUBHO-METOAMYECKAs MOMOLLb
crneumanncTam cucTemMbl 06pasoBaHusl, CoLManbHOM 3aLUmnThbl Ha-
cerneHns 1 3apaBooxpaHeHns B MoCKBe, POCCUIACKUX peroHax

Moppo6Hee 0 pa3suTuW Nporpamm LieHTpa paHHeit nomoLuy BnarotBoputensHoro oHaa «fayHcaiin An» yntaiite B ctatbe I1.J1. XKusHosoi «CeMenHo-LeHTpu-



n ctpaHax CHI. 3a 10 net ayHcang An nsgan n 6ecnnartHo pac-
npocTtpaHun 21 000 3k3emMNAsapoB KHUI, BPOLLIOP U HArNA4HbIX MO-
cobuit, Nposen 4 mexayHapoaHble KOHepeHuun 1 cabie 100
06y4atoLLMX CEMUHAPOB 1 CTaXMPOBOK Ansg 5000 crneumanucTos.

C mas 2002 roga [ayHcaig An 3aHUMaeTcs peanv3aumen
NPOEeKTa, HanpPaB/IEHHOr0 Ha YMEHbLUEHWE KONMYecTBa 0TKa30B

OT feTen ¢ cuHapomoM [layHa n hopMrpoBaHve NO3UTUBHOIO OT-
HOLLEHWS K 9TUM LETAM — KaK B NPOGheCCUOHaNbHON MEAULIMHC-

KOW cpefe, Tak 1 B 06LLecTBEHHOM Cco3HaHuu. B anpene 2003 r.

3TOT NPOEKT 6b1n nogaepxaH MUHUCTEPCTBOM 3L4paBOOXPaHEHNS

P® 1 pekomeHRoOBaH K BHEAPEHUIO B POLOBCMOMOraTesibHbIX
yupexpgeHusx. B pesynerate B 2003-2005 rr. okono 50 % mna-
[eHLeB, 3aperncTpMpoBaHHbIX B MporpamMe paHHen nomoLLu
HayHcang An, 66111 HanpaeneHbl B LIEHTp HenocpeacTBeHHO U3
pogaomoB. OCOBEHHO MoKasaTefbHbIM ABNAETCA U3MEHEHWE
mTaTVICTVIKe oTka3o0B no Mockse. Ecnv B Havane pa6otbl JayH-
g An B Mockse 6b110 B cpegHeM 90 % 0Tkasos., To K 2007 T.

xe 50 % cemeln ctanu 3abupatb ManbiLLe ¢ cuHapoMom layHa

Oqomoﬁ!
OpHoit 13 rnaeHbIx 3agay LieHTpa siBnsieTcs NoMoLLb B COLM-
anbHOW ajanTauuv OeTen, No3TOMY COLECTBINE BKMOYEHWIO fe-

m ¢ cuHapomoM [layHa B cpefy 06bI4HO pa3BMBatOLLMXCS CBEp-

CTHVKOB Bcerfa 6bif10 TOYKON NPUNOXEHWS YCUITMIA COTPYLHUKOB

[HayHcang An. B 2004 rogy Bo MHOrom 6narogaps 9TuMm ycunmnsam

fetckue cafpl MockBbl 6b1nv NpUHATEI 63 pedeHka, K 2007 r. ux

yucno Bbipocno fo 100, a KonmM4ecTBo OETCKUX CafioB, COTPYAHM-

yatowmx ¢ HayHcang An, ysenuuunock ¢ 16 B 2005 r. go 29
— 2007 r.

MpumeyatensHo, 4TO € camoro Havana LleHtp ctan mectom
mo6beaneHm 1 B3aMMHOW NOAAEpXKu poauTeneit. Begb paHbLue
CKaxnaﬂ Cemb$i, e poxaancs manbiw ¢ cuHgpoMomM [ayHa, Kak

npaswuo, YyBcTBOBasa cebs U30IMPOBAHHOM W JINLLEHHON KaKnxX

6bl TO HK 6bINO Hagexna Ha nomoLlb. Mpuxogs B OayHcang An,

CEMbM YXE He YyBCTBYIOT Cebs oanHoKMMU. O6LLEHMe C apyrumm

Ooo,qmenﬂmw YKPENnnseT 1 BOOLYLLEBNSET, MOMOraeT MHOroe ne-

PEOCMBICAINTL U NONYYUTL AOMNONHUTENBHYO MHAOPMaLWio. Bonb-

VIO POfib B OCO3HAHWW COBCTBEHHbLIX PECYPCOB M MOBbILLEHUM

CaMOOLIEHKM POAMUTENEN UrpatoT rpynnbl NCUXONOrMYecKon nog-
EPXKKM.

B 2007 r. npegnoxenHbi OayHcaig An npoekT «Bpoxpoer-
Hble MOPOKW Pa3BUTUS W FEHETUYECKME aHOManWK: MEXBEeLOM-
CTBEHHbI NOAX0A K NPOthUNAKTMKE LETCKON UHBANMAHOCTH U CO-
LMansLHOro CMpOTCTBa» CTaf OfHUM M3 nobeauTenent KOHKypca
npoekToB «[lapTHEpcKas nporpamma B 0651aCTW UHCTUTYLMO-
HanbHoro passutus (MMUP)», npeacTaBneHHbIX Ha paccMoTpe-
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Hue [eneraumm EBpONenckore occun. MapTHepamm
[ayHcang An no oCyLLECTBIIEHUIO 3TOr0 NPOeKTa ABNSAOTCA yye-
Hble U NpakTWKK 13 OpaHummn, Benbrum n Vicnanuu, a B kadectse
nnowanku ons passopadyvBaHusg NpoekTa Bbl6paHbl HoBocu-
6upck n Hosocnbupckas obnactb. Bce meponpuatns npoxopsaT
NpY aKTUBHON NOLAEPXKKE W yHacTUM afMUHUCTPaLMKN 3TOrO pe-
rnoHa. Oxugaetcs, 4To rnasHas Lenb npoekTa 6yaeT JOCTUMHY-
Ta B pesynbraTe NpefCcTaBfiEHUs HALLUMM COOTEHECTBEHHMKAM
3 heKTUBHOW EBPOMENCKON MOAENV CUCTEMHOIO Noaxoda K mMe-
ONKO-TEHETUHECKOMY KOHCYNbTUPOBAHWMIO U MOAAEPXKE CEMbM,
nocrneaytoLLei agantaLlmm 3Toi MOAENN K POCCUACKUM YCIOBUAM
1 BHeOpeHus ee B NpakTuky. Pabota paccumtana Ha 2 roga. o
ee 3aBepLUeHVn npegycMaTpuBaeTcs pacnpocTpaHeHue ycneLu-
HOTO OMbITa Ha Apyrvie pernoHsl Poccum.

BbinonHenne muccun BnarotBoputenbHoro goHaa «[ayH-
cang An», npussanHoro UBMEHUTb K JNTYHWEMY XW3Hb
LOETEN C CUHOPOMOM LAYHA, notpe60oBano co3faHus 1 pas-
BUTUA OTHENBHOIO HanpaBneHWs OesTEeNbHOCTU — NPOCBETU-
TeNbCKOW paboTbl C HaceneHeM. Beab fo Cux Nop CNoBo «aayH»
B POCCUIACKOM OBLLIECTBE YNOTPEONAETCA KaK YHUUMKUTENBHOE.
M3-3a 0TCYTCTBWS [OCTOBEPHON MH(DOPMALIMK ThICHHN CEMEN Bbl-
Hy>XZeHbl 60poTbCA 3a AOCTONHOE ByayLiee CBOWX AETENn, Npeo-
[oneBas HenoHWMaHWe 1 HenpusasHb OKpyXatoLwmx. HacyLiHon
3afayen GoHAa cTano paspyLueHve ObITYOWYX B 06LLECTBEHHOM
CO3HaHUM CTEPeoTUNOB NMOCPEACTBOM MH(POPMMPOBAHUS LUMPO-
KMX CNOEB HaceneHns O NPUPOLE 3TOr0 FEeHETUYECKOro HapyLle-
HWSA, O CMOCOBGHOCTAX M BO3MOXHOCTAX JtoAei C CUHOPOMOM




myHa W MYTSAX MX MHTErpaumm B 061LecTBo. Bnarogaps npocse-
Tenbckon pabote [dayHcang An Tonbko 3a 2006-2007 rr.

BbILLIN B CBET 50 TENEBN3NOHHBIX CIOXETOB, 32 MHTEPBLIO Ha pa-
1o, okono 100 ny6nukaumii B nevaTHbIX M3AAHWUAX U MHOTOYUC-
NeHHble cTaTbh B MHTepHeTe. 3a MOCNeaHuit rog oTMevaeTcs
.yBenvmeHme KonuyecTsa AeTer ¢ cuHapoMom [layHa, KOTOpbIX
mBHble poauTenu B3anu 13 [Jomos pebeHka 06paTHO B CEMbIO.
Dayncang An Bcerga CTPeMWNCs HanaguTb MapTHEPCKUe
=omomeva 1 B3aMMOMOHUMAaHWE C rOCYAapCTBEHHLIMM YHpeXae-
m-MHMI/I. Ceityac PoHL aKTUBHO COTPYAHWYAET C opraHu3aumamMu
¥ BeJOMCTBaMM, OTBEYAIOLLWIMM 38 peabunutaumio 1 coumanbHyo
fantauuio geteii ¢ cuigpomom fdayHa B Poceun. Cpeay naptHe-
0B [layHcain An — MUHUCTEPCTBO 3ApaBoOXpaHeHys 1 coLnarb-
oro pa3sutus PO, IHCTUTYT KoppekumoHHoi neparormku PAO,
w:occmﬁcmﬁ rocyfapCTBEHHbIN MeAULMHCKNIA YHUBEPCUTET.
DayHcaig An sBnseTcs uneHom EBponefickoi accoumauum
[ayH cuugpom (EDSA), cOTpYBHUYAET C CaMbIMU aBTOPUTETHBIMU
apy6eXHbIMU OpraHM3aLmsaMK, 3aHUMaLLMMKUCA Npobremamu
cuHgpoma [ayHa, B TOM 4uCfie — C MMPOBLIM NUOEPOM B 3TOM
6nactv — gooHgom Down Syndrome Educational Trust. Mpodbec-
cop Cbto Baknu, OVpeKTop Hay4HO-MUCCnenoBaTENbCKUX 1 06y4a-
Lwmx nporpamm atoro ®oHga, nocetvswas dayHcang An netom
.2007 rofa, BbiCKasanach 0 ero fesTeflbHOCTM Tak: «[lporpamMmmbl
ayHcang An oTpaxaroT camblil COBPEMEHHbI YPOBEHb Pa3BUTHSA
paHHEeN NOMOLLM 1 He YCTYMatoT SlyHLLM MMPOBbLIM 06pasLam».
Bce Buabl nomowun, npegnaraemsle JayHcang An, 6ecnnat-
Hbl. OpraHusaums CyLLeCTBYeT Ha CPefCcTBa CMOHCOPOB, KOPMO-
paTuBHbIE U MHAMBUAYANbHbIE MOXEPTBOBAHWS, CPEACTBA, MOsy-
eHHble B xofe akuui «CnopT Bo 6naro» (camble KpynHble U3
KoTOopbIX — Benonpober «KpacHas nnowiafb», bKHAs roHka
«PyccKuin BbI30B», TYPHUP MO MUHK-GbyT6ONY). XoTs dayHcain An
1 He UMeeT perynsapHon (hMHaHCOBOW MOLAAEPXKM OT rocydap-
cTBa, B 2007 r. B pamKax KOHKypca 06LLEeCTBEHHbIX OpraHu3aLui,
nposoameLlerocs O6uiecTBeHHoN Manaton PO, 6bin nonyyeH

rpaHT Ha peanu3auuio npoekta «CemenHO-LeHTpMpoBaHHas
MofeNb NCUXONOro-NeAarorniyeckoro ConpoBOXAEHUS CEMEN,
BOCMUTBIBAIOLLMX AETEN C CMHAPOMOM [layHa B BO3pacTe OT POX-
[eHus 0o 8 net».

3a 10 neT Konm4ecTBo cemeld, KoTopbiM [ayHcang An okasbl-
Ban W OKa3blBaeT MOAAEPXKY, MOCTOSHHO pocno. B HacToswee
Bpems B nporpammax ®oHpa 3apeructpuposaHo okoso 1000 ce-
Mel 13 Bcex pervioHoB Poccuu v pspa ctpad CHI. Okono 250 13
HUX — MOCKBUYM.

YXe cenyac O4EBWMAHO, YTO [ANS1 OKA3aHWUS MOJSTHOLEHHON
MOMOLLIM BCEM POCCUICKMM AeTaAM ¢ cuHapoMoM [JayHa Heobxo-
OMMO CO3faHve CeTu NofobHbIX CyX6 B pernoHax, No3ToMy 13-
AaHve xypHana «CuHppom [layHa. XXI Bek» npepctaensetcs
BaXHbIM 1 CBOEBPEMEHHBIM.






