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PykoBoacTBO No cnHapomy lNMpaaepa-
Bunnnm n o6asaHHOCTAM MO yxoAay

Ecnny Bawero pe6beHka cHApoM Mpagepa-Bunnm (CMB), 1 OH XMBET B pOAUTENBCKOM AOME, TO MO
Mepe TOro, Kak OH B3poc/ieeT, Ballu poauTebCckme 0693aHHOCTM He YMEHbLUAKTCS. TO He MOXeT
He CKa3blBaTbCH Ha BaC 1 BCeW Balllel ceMbe. YX0J, 3a B3pOoC/biM YenoBekoMm ¢ CMNB o3HavaeT, utoy
BaC peAKo ocTaeTcs BpeMs A8 OTAbIXa 1 He MONy4YnTCa N36aBUTbCA OT YyBCTBa TpeBoru. Jlroam ¢
OTK/IOHEHUSMU ABASIOTCA TakKMMU Xe YieHaMn 0bLLecTBa, Kak BCe OCTajlbHble, MO3TOMY Ha NpaBax
poauTenen NN YNeHoB CeMbM Bbl MeeTe NPaBO PacCUMUTLIBaTbL Ha TO, YUTOObI UX MHTEpeCh!
NPUHMMAanNUCb BO BHMMaHMe. B CBA3M C 3TUM BO3HUKAeT HEObX0AMMOCTb NOUCKa Hanay4yLlero
MecTa paboThbl, yCnyr BpeMeHHOro yxoa Uan LeHTpa AHEeBHOro npebbiBaHWA A8 YieHa Ballei
cembun. OcHOBHas npobaema, cBsi3aHHasA € 601bLUMHCTBOM MOCTABLUMKOB YCAYT MO YXO4Y,
3aK/1t04aeTCsa B TOM, YTO UX CTPEeMJIeHMe CNoCcobCTBOBATL CAMOCTOATENIbHOCTU IMYHOCTM 4acTo
npeanonaraeT cnocobbl, He noaxoadaLume ans noger ¢ CMB, gaxke ecm Tako YenoBek MbiTaeTcs
y6eanTb OKpY>XaroLLmMX B 06paTHOM.

Baw poactBeHHMK ¢ CMNB nocellaeT kakve-nm6o cneLmann3npoBaHHble LIeHTPbl AHEBHOTO
npebbiBaHMA UM NPOrPaMMbl 3aHATOCTM? O6becneymBatoT v AaHHbIe LEHTPbI U NporpamMmbl
3aHATOCTU CneLumanbHoe NMTaHme, NpegHasHayeHHoe /151 KOHTPOIS Macchl Tena Ntaei,
CTPaZaroLLMX HAaBA3YMBBLIM OTHOLLIEHVEM K ege? ObecneymBatoT M LEHTPbI AHEBHOMO
npebbiBaHMA BO3MOXHOCTb ObITb BOBNEYEHHbIM B aKTUBHYIO AeATe/IbHOCTb U AesiTeNIbHOCTb,
CMOCOBCTBYHOLLYIO CEHCOPHOMY pa3BuTUIO YenoBeka ¢ CMNB, B TeueHue agHA? OkasbiBaloOT
MOMOLLIb JJaHHbIe LIeHTPbl BalLeMy CbiHY UM AoYepu NpY BbIMOAHEHUN MOBCeAHEBHbIX MPoLLeAyp,
NpUrNaAbIBas 38 HAMW 1 MOMOras UM, Hanpumep, B Tyanete? CnocobCTBYIOT I OHU yCMEeLLHOMY
coumansHOMy B3aUMOZAECTBIIO 1 NpefoTBPaLLEeHN0 KOHPAMKTOB? Bam Korga-HubyAb roBopuan
0 TOM, UTO BaLLl POACTBEHHMK ¢ CMB He MOXeT noceLaTthb LLeHTpbl HEBHOIO Npe6bbiBaHUA AU
BPEMEHHOr0 yX0Ja 1 NPorpaMMbl 3aHATOCTY 13-3a NPo6aeM C NoBegeHNEM?

MNMoHATNE «06A3aHHOCTM NO yxoay», O KOTOpPOM NAET peyb B AaHHOI7I CTaTbe, BK/IHOYaeT B cebs
06513aHHOCTU pOAI/ITGJ'I@VI (HI/IKOFAa He rnepectalownx HeCT OTBETCTBEHHOCTb 3a CBOEro pe6eH|<a!)
1 0683aHHOCTU TeX any, KOTopble 6epyT Ha cebs OTBETCTBEHHOCTL 3a Yenoseka ¢ CI1B,

IPWSO relies on donations to support people with PWS and their families around the world. To find out more
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OCYLLeCTBAASA 3@ HUM YXOZ B TO BpeMs, KOr4a OH HaxoamTcs BHe goma. O6a3aHHOCTY MO yXoay
npeAanonaratoT B3ATVE Ha Cebs OTBETCTBEHHOCTM 3a OCyLLecTBNeHMe e ACTBUY B MHTepecax
yenoseka ¢ ClNB. TonbKo ntoan, CnocobHble yBaxaTb Yenoseka ¢ CMNB kak NMYHOCTb, 3HaKoLWme 1
NOHMMaoLLMe BCe CNOXHOCTU CUHAPOMA, MOTYT B3ATb Ha Cebs 3Ty OTBETCTBEHHOCTb. [/15
obecneyeHns 340p0Bbs 1 6ezonacHocTy yenoseka ¢ ClNB ero He3aBUCUMOCTb U
CaMOCTOATENIbHOCTb AOJ/KHbI MOAAEPXKMBATLCA C y4eTOM HEOH6XOAMMbIX OFPaHNYEHUA.
MNpegocTaBneHmne A4OMKHOMO BblIbopa, yCTaHOBNEHNE HEM3MEHHbIX MPaBua n obecneveHve
Apy>xeckoro obuieHuns Yenoseky ¢ CMB No3BOAUT JOCTUTHYTb HEOBXOAMMbIX pe3ybTaToB. Hy>XXHO
yAensaTb BpeMsi TOMy, UTOObl MOArOTOBUTL YesioBeka K CMeHe 06CTaHOBKM, CNOKOMHO nocnaeThb €
HM 1 MOrOBOPUTb O BO3MOXXHbIX TPEBOrax, a ec/iv TpebyeTca NposiBfeHne peLlunTenbHOCTH,
HY>XHO MOOLLPATb APYXeECKOe, 1N yBaXTeNbHOe 1 JobpoxenaTenbHoe

OTHOLUEeHMe — BOT Te Heob6XoAVMble CTpaTernm, KOTopble MO3BOAAT CNPaBUTLCA C NOBbILLEHHOW
TPeBOXHOCTbIO Y togelt ¢ CMNB. KntoyoM K ycrneLwHoMy B3auMoencTauto ¢ nrogbMu ¢ CINB ckopee
CTaHeT JOCTMKEeHME B3aVIMOMOHMMAaHWS, @ He BNacTHble TpeboBaH M.

NMucbmo oT poauTens:

3mo 6bi10 cymacwedwee spems 0415 MeHs. Jlydwul cosem, Komopell 1 Mo2y dame pooumensam,
yxaxcusarouyum 3a 83pocsieiM pebeHkoM ¢ CI1B, s3mo uckame UHGopmayuro o cyuecmayrowjeli
npasogoli cucmeme U 8AWUX hpasax, Kak pooumesel Uiu Y/1eHo8 ceMbU, 0151 Mo20, Ymobbl
NPUHUMamMb 30KOHHbIe peuweHus, Komopsie noMo2ym obecne4yums 300pogoe U KOM@popmHoe
cyujecmeoeaHue yesnoeeka ¢ Cl1B. [pasoeoli cmamyc daem 2apaHmuro mozo, ymo TOJIbKO ¢
8awWe20 co2/10CUs MO2Yym NpoUCXo0Ume U3MEHEeHUS, Kacaroujuecs coyuanbHo20 obecnevyeHus uau
«UMyu ecmaea», eka1to4as deHob2u. 3mo daem eaM NPA8o KOHCY/bmuposame /atoded,
ocyuecmeaowux yxood 30 eawum pebeHKoM, no A106biM 8onpocam, 6yds-mo paboyee mecmo,

pacnops0ok OHS U/IU 0Cobble cmpame2uu, Kacaroujuecs obecnedyeHus yxooa (Hanpumep,

02paHuUYeHue 8 ede uau Heob6xod0uMocmes Mo20, Ymobesl Yenoseka ¢ CI1B conposoxcdan ewje 00UH
83pownbili). Baw pebeHok He cMoxcem 835mb 0eHbaU 6e3 8auwie2o paspeuleHus U Ucnon6308ame
UX. JaHHbIe NpednuUCcaHUA A8ASHMCSA OKOHYAMENbHLIMU U 30KOHHbIMU 8 60/16WUHCMEe CMPaH.
Ecnu mam, 20e 8bl npoxcugaeme, Hem makux NPABO8LIX HOPM, Mox#em 6biMb N0AE3HOU Cnpaska
om 8paya, N0dMmMeep*oarou4as, Ymo 8aw poocmeeHHUK cmpadaem 2eHemuYeckum HapyuleHuem,
8bI3bI8AHOUUM NepeedaHue.
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[061Basicb PUANYECKNX MONHOMOYNIA ANSI MIPUHSITUS PELLEHWNIA, YTO B HEKOTOPBIX C/TyYasx
HEeo06X0AMMO, Bbl JO/KHbI 3HATb O PUCKe MOJIHOrO IMLLEHWS NPaB M BO3MOXHOCTe, Koraa
3aKOHHbI OMeKyH N1LaeT YesioBeka BOSMOXHOCTY eNlaTb CBOV COBCTBEHHbIN BbI6OP 1
KOHTPO/IMPOBATb CBO XM3Hb. 03TOMY BCE peLLeHUs], MPUHATbIE OT MIMEHW OMeKyHa, AO/IXKHbI
OCHOBBIBATbCSA Ha NMPUHLMMNE HaUMEHbLLEro OrpaHNYeHus.

BonbLUMHCTBO Ntogen Nnbo coBcem He 3HatoT o CINB, 1Mbo He coBCeM MOHUMALOT, MoYeMy YenoBek
¢ CINB Bce BpeMsl X0UeT eCTb, CTAaHOBUTCS pasApaxunTenbHbIM UV BeAeT cebs HeaseKBaTHO 13-3a
OTCYTCTBUSA eAibl /I B C/lyYae n3MeHeHus ob6ctaHoBkU. MHorve ntoaun ¢ CIMNB MoryT nblTaTbCcs
y6eAnTb Bac, YTO OHWN CaMU MOTYT KOHTPOIMPOBATb CBO XMW3Hb. OHW MOTyT HacTamBaThb (1 B
yCTHOI dopme, 1 GM3MUecKm), YTO CNOCOBHBI CAMOCTOSITE/IbHO aZaNTUPOBATLCS B 06LLeCTBe,
TPaTUTb A@HbIN Ha TO, UTO XOTAT, U AenaTtb TO, YTO OHU XOTAT. Takoe NoBejeHre MOXET Bbl3blBaTb
TPYAHOCTU MPY B3aUMOZAENCTBUN C TNLAMIN, OKa3bIBAKOLLMMMN YCAYri No yxody. Kak poaunTenb nau
U/IeH CeMbl, OTBETCTBEHHbIV 3a YenioBeka ¢ Cl1B, Bbl MeeTe NpaBo 1 0653aHbl
NnponHGOPMUPOBATL APYrnX 0 NOTPebHOCTAX Ballero pebeHka. BaxxHo obecneunTb NOHNMaHVe
Apyrumun ntogbMun ocobeHHocTein CMNB, ncnonb3ysa ¢akTnyeckme gaHHble. He nyramTecb 1 He
YANBASNTECh peakuumn nojein, rosopsawmx: «Bce byaet B nopsgke!», «He BonHyTeck!». Takas
peakumsi roBOPUT O TOM, YTO YesIOBEK U He CayLlaeT Bac, UK He NPUHUMAaET Ballun
npeaynpexaeHus Bcepbes. He no3BonsanTe Nt04AaM 3aCTaBNATb BacC JymMaTb, YTO Bbl MeLLaeTe
BbIMOJIHEHNIO YYyXXO paboTbl. Bbl NpegynpexaeTte nx o noTpebHocTAX cBoero pebeHka ¢ CrB.

Ecnn Bbl nnaHnpyeTe oTAaTb Ballero pebeHka Ha BpeMeHHOoe norneyeHne Apyromy auy,
HaCTOATENIbHO PeKOMeHAYyeTCst nepes 3TUM BCTPETUTBLCS C Ye/IOBEKOM, UTO6bI 06CYANTb, UTO
cnepyeTt OXmMAaTb oT yenoseka ¢ ClNB, KakoBbl 0643aHHOCTM N1LA, OCYLLECTBASIOLLEro YX04, N UTO
MOXET NPOM30UTN B XyLLeM c/iydae. HeobxoarMo NpoAyMaTh 3arnacHOW naaH Ha cy4yai
BO3HVKHOBEHWSA TPYAHOCTEN, KOTOPbIN, Npexze Bcero, notTpebyeT Toro, YTobbl poagnten 6u11m
roToBbl 3abpaTh CBOero pebeHka. Nony4ymB HEOH6XOAVMBI OMbIT U 3HAHWSA, POAUTENV, B KOHLLE
KOHLLOB, CMOTYT paccynTbiBaTb Ha MOMOLLb CAYX6 No yxoay 1 6yayT adbekTnBHO paboTaTb C HAMY,
NCNONb3Yysi COOTBETCTBYHOLLME CTPaTerny ynpaeaeHns. Bo3MoXxHO, BaM NpuAeTCa perynsapHo
BCTpPeYaTbCs C IMLOM, OCYLLIEeCTBASOLLMM YXO4, MOCKO/IbKY BCe BalLW AeACTBUSA, KacatoLmecs
JAaHHOro 3Tana

XM3HW BaLLEero poACcTBEHHUKA, AO/MKHbI 6bITb CTPOro pacniaHMpoBaHbl. KpaiiHe None3Ho MoXeT
6bITb NPeoCTaBNEHME NNLAM, OCYLLECTBASIOLLMM YXOZ4, onpeAeseHHOro Habopa NHCTPYKLMIA, B
COOTBETCTBMM C KOTOPbIMU OHM CMOTYT paboTaTb. Heo6Xx041MMO NPONHPOPMMPOBATL UX O CAMOM

CUHAPOME, 06 0COH6EHHOCTAX MblwneHus nogeit ¢ ClMB, 06 nX BO3MOXHbIX OTBETaX U peakumnsax B
Pa3ANYHbIX CUTYaLMSAX N NPU PA3INYHbIX NOAXOAAX K HUM. YbeauTech, 4YTO Bbl MOXeTe
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npeAoCTaBnTb INLY UAN OPraHn3aLnm, OCyLLeCcTBAAIOLWMM YX04, Takme CrpaBoYHble AaHHbIe, KaK
6polutopy opraHmsaumm IPWSO o puckax Ans 340p0Bbs, CBA3aHHbIX C CMHAPOMOM lMpagepa-Bunnn,
3anacHoW niaH AencTBni 1 HoMepa TenePpoHOB AJIA CBA3U B SKCTPEHHbIX CUTYaLNAX.

JlaHHas cTaTbs NpeAHa3HayeHa AN Toro, YTobbl 06ecneyunTb OCyLLeCTBeHE COOTBETCTBYHOLLEro
yxoga yenoseky ¢ ClB, npegoctasuB nvLy, obecneymnsatroLLiemMy yxos, AONONHUTENbHYIO
nHGopMaLMio, OCHOBAHHYIO Ha NCCNef0BaHUSAX M OMNbiTe 1 060CHOBbLIBAOLLYHO BalLn NPOCLObI.

CMNB npeacTaBnseT cob0i BPOXKAEHHYIO reHeTMYeckyto aHoManmio. OHa HMKaK He CBA3aHa C
aevictBusamm poguteneit. NMoeegeHne Yyenoseka ¢ CMB He aBnseTca pe3ynbTaTOM HeMpPaBUIbLHOIO
BocnuTaHus pogutensmu. Jliroan ¢ CMB xapakTepmsyroTcst yMCTBEHHOM OTCTaNOCTbIO U UHBIM
06pa3oM MbILLNEHMS. Y TaKUX NloAe HabntoAaeTcs SMOLMOHaIbHAs HeYCTONYMBOCTb,
NoBbILLEHHOE YYBCTBO TPEBOIY, Pa34paKUTeIbHOCTb, @ TakXKe MOXeT MPOoABAATLCA AeBMAHTHOe
nosejeHne, C KOTOPbIM C/IOXHO CNPaBUTLCA. Y HUX HabNoAaeTcs HaBA34YMBOE OTHOLLEHVE K efe U
OTCYTCTBYeT UYyBCTBO HACbILLEHWA AaXe Npu 4OCTaTOYHOM Konn4vecTtse efbl. [TpUUYrnHON faHHbIX
XapaKTepuUCTUK SBNSETCH OTCYTCTBME reHeTn4eckoro matepmana. Jirogm ¢ CrNB HeraTueBHO
BOCMPUHUMAIOT KPUTUKY N CHUCXOXAEHWNE, HO MO3UTUBHO PearnpyroT Ha MOXBany 1 BblpaXkeHne
yBaxKeHus. [lna obecneyeHuns 340poBoro obpasa xmsHu ntogei ¢ CMNB HeobxoAnMOo cneanTb 3a
OrpaHNYEHNAMN B UX MUTAHUKW U yNOTPebaeHN HannTKoB. HeobxoAnMo BeCTV noacyeT
noTpebnsieMbIX KaNOPUi U KNNOAXKOYNER, MOCKONbKY OHU HyXaatoTcs Bcero B 60-80 % sHepruu,
HeobxoAVMOIN 60NbLLUNHCTBY NHOAEN.

OcBeJOMNEHHOCTb O CTEMEHU TAXKECTU Haxoodsce eHe doma u 6e3 sawezo npucmompa,
cumnTomoB CINB No3BOAUT MOMOYb NHOAAM 8awW pebeHOK MOXem nonsLIMamscs

¢ CINB peann3oBaTb CBOW MNoTeHLMan. 3710ynompebumes dosepuem

XapakTep He06X0AMMO MOMOLLM YenoBeKy npucmampusarouje2o 30 HUM 4yeso8eka uau

c CMNB onpegensetca cumntomamu CI1B, 80ocnos308amoecs cumyayuel. Moxem
BINAOLWMMN Ha BO3MOXHOCTU A 803HUKHYymMb cumyayus, ko2oa He 6ydem
noTpebHoCTM Yenoseka. Bce nnua, yesi08eKa, 20Mo8o20 NpucMompems 3a HUM. Ecau
paboTatoLme ¢ HUMN JOSIKHbI 0CO3HaBaTb UYo, ocyujecmeisirowyee yxoo, uau 4enoeexk,
CBOV 0683aHHOCTY NO YXOA4Y, OTHOCUTLCS C npucmampusarowjuli 3a pebeHkom, He 6ydym
yBaXKeHVEeM K YesioBeKy 1 OKasblBaTb eMy 0671000Mmb HEO6X0OUMbIMU 3HAHUSMU O 8aueM
NOMOLLb B COOTBETCTBUM C €ro pebeHke u 06 ocobeHHocmsx Cl1B, smo Moxcem
BO3MOXHOCTAMU U OrPaHNYEHUSMMU. umems naoxue nocaedcmesus U npusecmu K

HenonpasuMeIM pe3ys1emamam.
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MHorue ntoan ¢ CMB cTapatoTcsa caenaTb BCe BO3MOXHOE, UTO6bl 40CTaBUTb PAAOCTb X CEMbE,
APY3bSIM U NIOASAM, C KOTOPbIMUW OHU 06LLIAFHOTCS, HO OUYEHb YaCTO 3TO OKA3bIBAETCSA A/1S HUX
CNNOXXHOV 3aga4ei. KpUsncHble CUTYaLMM MOTYT BO3HMKATb TOTAa, KOT4a OXMAAHUS CTAHOBSTCA
3aBblLLEHHbIMW, OKa3blBaeMasi MOAAEPXKKA HEAOCTAaTOUHA ANt TOTO, YTO6bI YAOBNETBOPUTL NX
NoTPeBHOCTU, UK KOTAa 0COBEHHO BaXKHble BOMPOCHI A/19 TaKUX NH0Ael ocTatoTcst 6e3 BHUMaHUS,
Hanpumep, 6ecnokolicTBO, BO3HMKatoLLee Npu BUAE AOCTYNHOM efbl Ha paboyem mecTe.

Jlroan c CMNB aymatloT no-gpyromy!

C HMMU HYXXHO pa3roBapuvBaThb MArKO, HO YBEPEHHO, NCMONb3Yyst KAk MOXHO MeHbLLe CN0B U
yKa3aHWii, KOTOpble NPV 3TOM AOJIXHbI 6bITb MPOCTBIMU. Ha KpMKK, BbICTPYHO peyub N ANTVHHbIE
pPa3roBOpPbI U yKa3aHWsA OHW pearnpyroT naoxo. ObpalleHne K TakMm AsIM O MOMOLLN U
npegocTaBfieHMe M BO3MOXHOCTM MOYYBCTBOBaTb Ha cebe OTBETCTBEHHOCTb byaeT
CNOCOBCTBOBATL MX XXeNAaHUI0 6bITb MONE3HLIMU U pa3BMBaTb YBEPEHHOCTL B cebe.

MNoMHuTe, UuTo ntoam ¢ CMNB o06najatoT KOHKPETHbIM MbilieHnemM! ObellaHns nam
npeAnonoXeHs, KOTopble MOryT 6bITb BOCAPUHATLI Kak 06eLlaHns, 4OMKHbI 6bITb BbIMOHVMbI U
peanncTnyHBbl, U He A0/MKHbI NpeAnonaraTb Kakoe-nnmbo ckpbiToe 3HaveHue. Jlrogn ¢ CINB
06n1aAatoT NOBbLILLEHHOW TPEBOXHOCTLIO U YYBCTBUTENIbHOCTBIO M MOTYT HENPaBWU/IbHO NOHATb U
NCTONKOBAaTb C/IOXHbIW pa3roBop. Jlroau, paboTaroLme ¢ HUMU, JOMKHbI CEPbE3HO OTHOCUTBLCSA KO
BCEMY, UTO roBopsAT! KOMOpP 1 WYTKU AOMKHBI 6bITb NpeAesibHO NOHATHBIMU, Noka Yenosek ¢ CMNB
He ByzeT A0CTaTOYHO XOPOLLUO 3HATh NII0AEN, PabOTalOLLMX C HUM.

Heo6x0ANMO 06BACHUTL APYTUM NOASM, UTO YenoBeka ¢ CMB cTaBsT B TYNWK CNOXHbIe
MHOroCTyrneH4aTble 3a4a4n. IMEHHO NO3TOMY OHU MEANSAT UM YNPSIMATCS, KOr4a UX NpocsaT
NOTOPOMNUTLCS C BbINMOJIHEHWEM KaKOro-11Mbo AeicTBUA UNK 3a4aHus. NonpocnTe 06bACHATD
MHOrOCTyneH4YaTble 3aaHnsa NPOCTbIMY C/I0OBaMU, MOCTEMEHHO UM UCMONb3YA HarNsAHbIe
KapTUHKW.

Ans TOro YTo6LI MOCTOPOHHME AN NPaBUIBHO paboTann ¢ YenosekoM ¢ CMNB, Heo6xoAMMO
06BACHUTBL M, UYTO NpeacTaBnseT cobom CINB, Toraa yenosek ¢ CMNB HayunTca NpaBUNbLHO
pearmpoBaTb 1 YyBCTBOBAaTb Cebs YacTbio coobLiecTBa. Kak roBopuTcs, Aopora K ycrnexy Bcerga B
npouecce CTpouTeNnbCTBa.
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NMucbmo oT poauTens:

JocmamoyHo yacmo auya, obecneyusaroujue yxoo 3a QW UM pebeHKOM, He yMerom npasusas6HO
«UHCMPYKMUpo8ame» N000ONEYH020. VIM Moxcem 6bimb HENPOCMO 0KA36I8AMb 8AUSHUE HO
sawe2o0 pebeHKa 8 MoMm c/y4ae, ec/iu OHU 0KO3b6I8AOMCA MAAOWe He20. B makom c1yyae oHU
MO2ym nonsiImamsCsi 0ame 803MOXCHOCMb 8aweMy pebeHKy cmame 60s1ee He3agucuMbiM. OOHAKO
yesnoeeky ¢ C[1B makas He308UCUMOCMb MOXem mobko Hagpedums. Hawel 06530HHOCMbI0, KAK
podumeneli Unu podCMBEHHUKO8, HeCyujux omeemcmeeHHOCMsb, 8/59emcs hpedocmasume
yesoeeKy He06x00UMYy UHPOPMAYUIo, KOMOopas N0380AUM UM Yy8CMBOBAMb C€651 MAKCUMA/IbHO
y8epeHHo npu ocyujecmeaneHuU yxooa 3a Hawum pebeHkoM. Ecau 8bl cdumaeme, 4mo
onpedeseHHbIl Yes08€eK He CMOXem cnpasuMeCs Co CBOUMU 06530HHOCMAMU, HE06X00UMO

uckame opyaux ntodell. Eciu ebl He MoXceme Halimu nooxodsujee Mecmo pabomel Uau NPoOPaAMMY

OHEe8HO20 npebbi8aHUS, 8aM C/1edyem 06paMUMbCS K UMERWUMCS AUYAM U Y3HOMb, 20Mo8sl U
OHU npolimu o6y4yeHue, Heo6x0duMoe 019 M020, YmMobbl 0KA3bIBAMb NOMOWb /H00sIM ¢ ClIB.
Kpome mozo, sam Mo2ym nomMoyb podumenu, okazaewuecs 8 makol xe cumyayuu.
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MNonyyeHne He06X0A4MMOr0 YXoAa Ha MPOTAXKEHUU BCE XKM3HU — 3TO NPaBO Ka>XkAoro
yenoBeka ¢ CINB!

MpepocTaBnsAs ycnyru no yxoay 3a ntogeMu ¢ CMNB, areHTCTBa 1 paboToAaTen A0XKHbI 6bITb
roTOBbI B35iTb Ha C€61 OTBETCTBEHHOCTb M 06eCneymnTb TakUM JIIASAM BCe HEO6XO0ANMble YCI0BUSA.
N5 3TOro OHW AOMKHbI 6bITb XOPOLLIO MPOMHPOPMUPOBAHbLI BO BCeX BOMpocax, kacarowwmxcsa CMB.
NHbopmauwms, KoTopor Bbl obecrneunBaeTe nogelt, paboTaroLwmx ¢ Bawmm pebeHkom c ClB,
AO0/MKHA BbITb MaKCMMabHO TOYHO 1 Nlyylle, ecim OHa byzleT OCHOBaHa Ha Hay4YHbIX ¢pakTax v
XWN3HEHHOM onbITe.

Huxxe faHbl agpeca Be6-CaiTOB U CCbINKM Ha MCTOYHUKM, KOTOPbIe MOTYT ObITb MNOME3HbI NPY
nouncke NOMOLLM MO yxoay.

WWW.ipwWso.org
WWW.pwsa.co.uk

« http://www.pwsa.co.uk/assets/files/Website-Update/Employers---best-practice-guidelines--
website.pdf

WWW.pPpWsausa.org

« http://www.pwsa.co.uk/assets/files/Website-Update/Employers---best-practice-guidelines--
website.pdf

« http://www.pwsausa.org/wp-content/uploads/2016/01/BeyondTheDiet-Dietician-CR-MA-GA-
01.pdf

« http://www.pwsausa.org/wp-content/uploads/2016/01/Stomach-and-Intestinal-Problems-
in- Personswith-PWS-MA-60.pdf

+ http://pwsausa.org/wp-content/uploads/2015/10/Psychiatric-Alert-for-Psychiatrists-MA-
21.pdf

http://pwcf.org/wp-content/uploads/sites/18/2015/10/Psychotropic-Medication-Tip-Sheet.pdf
http://praderwilli.com.au/social-scripts/what-are-pws-social-scripts/

http://www.ohchr.org/EN/Issues/Disability/Pages/DisabilityIndex.aspx
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