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CoBeTbl, Kak TOMOYb 1IOAAM C CAUHAPOMOM
lNpagepa-Bunnm cnpaBuTbhCA C
nepemeHammum

BonbLINHCTBO Ntogeit ¢ cuHapomom Mpagepa-Bunam (CMB) nnoxo nepeHocAT nepemMeHbl. Kaxabii
N3 HUX pearvpyeT No-cBoemy, HO C TPYAHOCTAMM MOXET CTONKHYTbCA Ntobas cembs. MNog cnosomM
«rnepemMeHa» MOryT NojpasyMeBaTbCsa CaMble pasHble CUTYaLun: OT 3aMeHsoLLLero npenojasartens
B LLIKOJ1E ;0 HOBOIO MapLupyTa ANs Noe3AKn Ha MallHe U HOBOM YalluKkn. [lepemMeHbl MoryT
CNyYaTbCA Pe3KO 1 HEOXKNAAHHO, KaK MPU OTKIOYEHWN 31eKTpuYyecTBa. HeratnesHasa peakuus Ha
nepemeHsbl y YenoBeka ¢ ClNB MOXeT BblpaXaTbCs B HEXXeNaHUW BbINOJHATE NPOCL6bLI, CNejoBaTb
pacnopsiaky UAv naaHaM 1 MOXeT 6bICTPO NepeinTu B nepceBepaLimio (ycToiumBoe NoBTOpeHMe
BOMPOCOB 1K ¢ppas), NpMUBECTM K CrOpaM U NPOSIBNEHUIO arpeccuu.

3aMblkaHVe B cebe — Apyraa pacnpoctpaHeHHaa peakyna Ha BOJIHEHUA, CBA3dHHDbIE C
nepeMeHamMmn. HOAO6HbIe peakunm MOTYT NMpmNBeCTU K CTpECCOBOVI CNTyaunn B C€Mbe, MNOCKOJ/IbKY
3a4acTyro BO3HNKAKT B caMmbIi HEI'IO,D,XOAHIJ.I,I/IIZ MOMEHT.

Mouemy noam c CMNB naoxo cnpaBnslOTCA C nepemeHamMmn?

CuunTaeTtcs, 4To Npobaema 3aKNYaeTcs B HECMOCOBHOCTY «MepekoYaTb» BHUMaHme. JTiogam ¢
CMB, kak NnpaBuo, TAXenee nepeknoyaTe BHMMaHMe C 04HOro NpegmMeTa Ha Apyroi. bpuTaHckue
y4yeHble floka3ann: Yem TpyaHee venoseky ¢ ClNB nepekntovaTbCs € 0O4HO NpeaMeTa Ha ApYyron, Tem
6onbLUe OH byseT CONPOTUBAATLCA NepeMeHe. Takxke N3BecTHO, YTo ntogam c CMB nerve
cnefoBaTb NPUBbLIYHBIM PYTUHHbBIM AEACTBUSAM, 1 UM HepeaKO NPUCYLLN PUTYann3npoBaHHoOe
nosejeHMe N HexenaHme MeHATb NPUBLIYKN. HECMOTPS Ha TO, UTO peakLms Ha NepeMeHbl MOXeT
6bITb Pa3INYHON, NayveHTbl ¢ CMB YyBCTBYIOT cebs CNoKoHee ¢ pacnaaHMpPOBaHHbBIM rpadprKom
6e3 HeoXUAAHHbIX CUTyaunii. ECnv 0 nepemeHe 13BeCTHO 3apaHee, MOXHO 1CMNo/b30BaTb
pasfinyHble cTpaTerum, No3BonstoLe n3bexatb CUIbHOIO BOJIHEHMS, KOTOPOe BO3HMKaeT B TaKMX
CNlyyasix.

IPWSO relies on donations to support people with PWS and their families around the world. To find out more

about our work and donate please visit us at www.ipwso.org/make-a-donation
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UTo nomoxkeT nsbexkaTb BOJIHEHUA NPU NepemMmeHax?

CyLLecTBYOT NPOCTbIE U MPAKTUYHbIe CTpaTernn, No3BoAAIOLME CMAMYUTL PeakLUIo Ha
oxudaemMeble NepemMeHbl.

e 3apaHee 06CyauTe 3anacHOM NaaH. Hanpumep, 4oroBopmuTech KynNuTh rpyLln, eCam B
MarasvHe He oKaxeTcs A610k. MpegBapuTensHO 06CyANB CUTYaLMIO, Bbl MOAFOTOBUTE
yesioBeKa K BO3MOXHbIM N3MEHEHUSM.

e TwaTenbHo NpoAymMaiiTe aeTanu nnaHa, obroBopuTe ero 1 ¢ YenosekoM c CrMB, 1 co Bcemu
yyacTHUKamu. Mopoti y ntogeli ¢ CMB MOryT 6bITb OXUAAHUSA, O KOTOPbIX Bbl He 3HaeTe.
Hanpumep, oHM MOryT XaaTb, 4TO MO MyTW AOMOV Bbl 3aeAeTe 3a Yallkoli kode. U ecnn Bbl, He
3Hasi 3TOro, cpasy noezeTe 4OMO, TO OHW BOCMIPUMYT 3TO Kak U3MEeHEeHWe NniaHa AecTBIIA.
Mo3ToMy He06X0AMMO 3apaHee 06CyXAaTb BCe NOAPOBGHOCTY 3an1aHNPOBAHHbIX CUTYaLWIA.

e [loroBopuTtechk 0 CO6MOAeHUN pAAa NPaBua B CUTyaLmax 3a npegenamm goma. Hanpumep,
yCTaHOBUTe ceaytoLliee NpaBuao: «Ecnm no Kakon-nmM6o NpuUmHe Tbl HAYHeLLb Kp1yaTb, TO
Mbl BEPHEMCS JOMOW».

Mepes BbIXOLOM 13 ,OMa HAaNOMHUTe 06 3TOM Npasuie B MONOXUTENbHON GOPMYyTNPOBKE:
«Ecnu Tl byseLlb BeCTr cebs XOpOoLLO, Mbl OCTaHEMCS A0 KOHLLA 1 He yeAeM JOMOI paHbLLe».
Mnoxoe noBegeHVe JOMKHO NOBeYb 3a CO60 HensbeXxHble NoCNeACTBUSA, 1, XOTS
npyMeHeHVe 3TOro NpaBuaa Ha NPakTMKe MOXeT Bbl3BaTb C/IOKHOCTW, OAHAXAbl yexas
[LOMOW, Bbl CyMeeTe 1n36exaTb MHOMMX TPYAHOCTeN B byayLLeMm.

e He ckynuTecb Ha NoXBasy, ec/iv NepeMeHa BoCnpUHMMaeTcs 61aroCckIoHHO.

e Vicnonb3yiiTe JOCKY ANA 3aMeTOK U COCTaBAsTe NnaHbl B MMCbMeHHOW ¢popme. Jltoboe
M3MeHeHVe NniaHa oTMeYaeTcs Ha JocKe 3apaHee. Hanpumep, MOXHO COCTaBUTb pacnmncaHme
Ha Hegento. Tysa MOXHO BMMCaTb NocCeLleHe Bpaya Unm Apyrme nsMeHeHnst 0b6bI4HOro
pacnopsaaka aHs. Ecnv yenoseky ¢ CMB no kako-nMbo NpuYmnHe He HPaBUTCSA MAaH, OH MOXeT
COO6LLMTL BaM 06 3TOM 3apaHee, 1 TOr4a, BO3MOXHO, Bbl BMecTe 06cyanTe npobnemy u
HaliZeTe peLueHue.

Kak cmMarumTb peakuuio Ha HenpeagcKkasyeMblie BHe3aNnHble n3mMmeHeHuA?

NHoraa nsmeHeHus CnyyatoTcs B MOCAeAHIO MUHYTY, COBEPLLUEHHO Henpeackasyemo. Mpu
YAAUHOM CTEUYEHMN 0BCTOSATENBCTB MOXHO 6bICTPO OTPearnpoBaTh Ha 3TO U3MEHEHWE U YCNOKOUTb
Yyenoseka.
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Hwn>ke onncaHbl HECKOJILKO CTpaTerMﬁ, KOoTopbie noMornm poanTtensam n onekKyHam B
HOAO6HI:IX cnTyaumnax.

o T[lpepnoxuTe peLleHue, nepes TeM Kak onucbiBaTb NnepemMeHy. Hanpumep, ecim nobnmas
KodeliHs 3aKpbllacb Ha PEMOHT, HaYHUTe €O cNoB: «CerogHsa Mbl eAeM NUTb Kode B Apyryto
KodpenHto. Bce byaeT HemHOro no-gpyromy! Mbl MONpoCcKM UX NPUroTOBUTL KOode Tak, Kak
Tebe HpaBuTCcA. Halwa ntobrnmasn kodenHs ceryac 3akpblTa 1 CHOBa OTKPOETCH Ha ciejyroLen
HeJlene, Tak YTO CerofHsa Mbl He CMOXeM TyAa noexaTb». B 3ToM npumMepe nHpopmaLmsa o Tom,
4YTO KOpenHA 3aKpbITa, NOAAETCA B CAMOM KOHLie, a B Hayae coobLlaeTcs 0 TOM, YTO YenoBek
BCE PaBHO NONYYUT BKYCHbI KOde.

e [lonpobyiiTe NpONANKOCTPUPOBATL NPobaeMy NN N3MeHeHMe NaaHa. Hanpumep, ecnn Bbl
XOTenun nepeaBnHyThb WKadp B KOMHATY, @ OH TaM He NMoMecTUACS, To Yenoseky ¢ CMNB 6yaeT
npoLLe NOHATbL Npobaemy, ecnu Bbl MoKaxeTe LWkad, CTOSALMI 3@ NOPOroM, BMeCTO TOro,
YTOBbI 06BACHATL NPO6EMY CIOBaMU. [POCTbIE PUCYHKW NHOTAA BbIFAASAT NOHSTHEE, YeM
C/IOBECHbIE 06 bACHEHMS.

e byabTe TepnennBbl N CNOKOWMHbI: YTO6bI MOHATL Y MPUHSTL NepeMeHy, TpebyeTcsi BpeMsi.
e [onpobyiiTe NoAg4YepKHYTb NONOXNTENbHbIE CTOPOHbLI MEPeMEH.

e TakKe MOXHO NOAENNTLCA COBCTBEHHBLIMY NEPEXMBAHMAMM MO NOBOAY U3SMEHEHU 1
nonpocntb Yenoseka ¢ CMNB NoMoYb BaM B C/IOXMUBLLEACA CUTyaLUn — AenernpoBaHme
OTBETCTBEHHOCTV MO3BOINT CMAMYUTb PeakLuio.

YMeHue cnpaBnsTbCs C NepeMeHamMm UurpaeT BaXkHYH0 poJib B XXU3HU ntoaeni ¢ CMB.
3¢ PekTUBHbIE CTPAaTErMU, NOMOralLLue NPUHATb NepeMeHbl, N03BOJISIIOT YMEHbLUUTb
BOJIHEHME, a TaKXXe YNy4YllNTb 340POBbE 1 NOoBeAeHUe.

[axe «nonoXnTenbHble NepeMeHbl», HanpumMep oTRYCK UAW NPAa3AHKK, MOTYT CTaTb UCTOUYHUKOM
cTpecca ans ntogeli ¢ CMB, NOCKONbKY OHW NPeACTaBASOT COB0M OTKIOHEHWE OT MPUBbLIYHOIO
pacnopsigka. NepceBepaLysi, CUIbHOE BOJIHEHME 1 6ECMOKOCTBO O TOM, YTO MOXEeT MPOU30ATN BO
BpeMS MNoe3AKM, BO3HMKAIOT JOBO/IbHO YacTo. MOXHO He roBopuTb YenoBeky ¢ CMB o
NPeACTOSILLEN «MONOXUTENBHOV» NMepeMeHe, HO 3TO He BCerja ABASeTCs yAa4HbIM peLleHneM.

Kpome T0oro, MoXHo nogpo6bHO 06CyanTh CayymBLLeecs BMecTe ¢ YenoBekom ¢ CMNB 1 HanTu
BO3MOXHOE peLlueHure, YTobbl n3bexaTtb TpyaHOCTeN B byayuieM. Hanpumep: «B cneaytowmii pas,
€C/IN Tbl 3aMeTULLb, YTO KOLLKa NOpaHnaach B Apake 1y Hee 06pa30BasiCsl FTHOMHKK, TO, HABEPHOE,
Nydllle cpasy OTBE3TU ee K BeTePUMHApPY, 1 He NbITaTbCsA /IeYNTb ee CaMOoCTOsATeNIbHO?». Ecn Bbl
noslyynTe YyTBEPAUTE/NbHbIV OTBET, 3TOT BapMaHT MOXHO A06aBUTb K BO3MOXHbIM peLleHNsIM
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npo6aemsbl. BeinnwnTe ero Ha JOCKYy 1 y6eanTech, YTO HOBbIW MNJ1aH U3BeCTeH BalleMy
cobecesHUKY.

Mocne ccopbl NN BCMbILWKW FTHEBA, Koraa yenoek ¢ CMB ycnokouTcs 1 Aaxe HaYHeT coxaneTb O
CBOEM MoBeAeHUN, CNPOCUTE €ro, YeM 86/ MOXETE MOMOYb B CIEAYIOLLINIA Pa3, eC/IN ero YTo-To
PaccTPoOUT Tak Xe CUAbHO. OTBETbI MOTYT Bac YANBUTL. 3a4acTyt0 OHU CMOCO6CTBYOT
NONOXUTENbHbIM pe3ynbTaTaM. Hanpumep: «loxanyicrta, ocTaBb MEHS B MOKOE Ha Kakoe-To
BpeMsi», «[oxanyncTa, BblcyLwai MeHs», «[oxanyincra, He obpaLlancs co MHOMN, Kak ¢ pebeHKoM»
— BbIMOJIHEHWE TaKUX MPOCLO MNO3BONSET NPEAOTBPATUTL CCOPbI U BCMbILLKN FTHEBa.

Bce geno B komrnipomucce

Mo mepe B3pocneHus xapakrep yenoseka c CMB moxeT cmarumtecs. MaymeHT ¢ ClNB, a Takxe ero
poAauTenu, PoACTBEHHNKN N APY3bA CEMbW OXNAAKOT, YTO CO BpeMeHeM OKpY>KatoLLyie HauHyT
OTHOCUTLCA K NaLUMEHTY, KaK K B3pociomy. Kak pogmtenn v onekyHbl Mbl MOHVIMaeM, YTO 3TO He
BCerga BO3MOXHO, HO MHOIAa MOXHO NPOSABUTbL MOBKOCTb 1 OKa3blBaTb 60/bLUIe J0BEpUS B
ornpejenieHHbIX 061acTAX. OTO Henerkas 3ajadya, 1 Nopow AoBepuie MOXeT b6bITb 06MaHyTO, HO C
NOMOLLbIO 064yMaHHbIX KOMMNPOMMNCCOB MOXHO NPUIATK K cornatueHuto. Jlroanm ¢ CMB He moryT
NPVHNMaTb B3BELUEHHble peLleHs 1 KOHTPOANPOBaTb CO6CTBEHHbIE SMOLINK, HO KOTa OHN
CMOKOMHbI N CHACT/INBBI, 3TV TPYAHOCTU He3aMeTHbI. [103TOMYy He0bX0AMMO BCerga obcyxaaTb
NnocneACTBMSA 3apaHee.

JloBepuie n Nnepegaya 0TBETCTBEHHOCTM Ha 6@30MacHbIX YC/IOBUAX MOMOTatoT N3MEHUTb NoBeAeH e
K ny4wiemy. Hanpumep: npy noceLleHnn 3apaHee 3an1aHnpoOBaHHOIO MePOoMNpUSaTUA YenoBek C
CIMB MoxeT B35Tb C COBOI OrpaHNYeHHY CyMMY JeHer — 3TO NO3BOIUT NOBbLICUTbL YBEPEHHOCTb B
cebe 1 ykpenuTtb goepure. OgHAKO YTOObLI 3TOT CNOCO6 cpaboTan ycnewHo, MoHaA06uTcA
TWwaTeNbHasA NOAroToBKa, N0APObOHOEe 06 bSACHEHME 1 06CYXAeHMe naaHa. Takke oYeHb BaXXHO
06roBOpPUTL «3anacHble» peLleHns ANa CUTyaunii, Korga obroBopeHHbI KOMNPOMUCC He
cpabaTbiBaeT: «EcAu Tbl NOTpaTULLbL AEeHbI, KOTOPbIE Mbl JOFOBOPUANCL UCMNONB30BaTb C APYroi
Lenblo, TO B CneAyroLmin pa3 Tebe nyylle He 6paTb AeHbrv ¢ CO60i. S onnadvy Bce cama, YTobbl y
Tebs1 He ObIN0 NCKYLLEeHNsI NOTPATUTb AEHbIN Ha efy».

Y ntogeii ¢ CMB pa3Hble XapakTepbl 1 KOTHUTUBHbIE CNOCOB6HOCTN. OAHM MOTYT NPOSABAATL 60/bLLE
OTBETCTBEHHOCTW, YeM gpyrue. Ecnm ¢prHaHCOBas OTBETCTBEHHOCTb He 06513aTeNibHa, NyYllie BCero
ee n3bexaTb, YTOObl YeIoBeK He CoBepLLan OLWnboK.
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PekomeHpauusa poantensi: «OCHOBHAasA CyTb KOMMPOMMCCA 3aK1H0YAETCA B TOM, UTO, €C/IU Bbl
cobupaeTecb UTOTO 3abpaTk Y YenoBeka, BaM HEOBXOAMMO AAaTb €My UTO-HNOYAb B3aMeH».
Hanpumep: «K coxxaneHuto, 1 He MOry paspeLlmnTb Tebe oCTaBUTb CObaky AOMa, MOTOMY UTO Y
Hac Mano mMecTa. Ho Tbl MOXeLlb 3aBeCTU NTUYKY UK PbibKy. K TOMY e MOXHO
AOrOBOPUTBLCS, YTOObI Thl MOMOTan BbIrynMBaTh 6€340MHbIX CO6aK U3 MPUIOTA, BeAb UM TOXe
xo4eTcqa noberaTb».

MpuBeAMTE NOTNYHbIE aPTYMEHTbI («y HAC Mano MecTa») U 06bsAcHUTE dakTbl. CnesyeT

NPeANoOXNTb UTO-TO B3aMeH (Hanpumep, pbi6Ky UAK ATUYKY), @ TakXKe NOAYEePKHYTb NX

OoTBEeTCTBEHHOCTb 1 BO3MOXHOCTb CAe/1aTb YTO-

MoarotoBuB Yenoseka c CMB k nepeMeHe, Bbl NO3BOINTE €MY OCO3HATb M3MEHEHUS N NX
nocneacTBmst B KOTHUTUBHOM M 3MOLMOHA/IbHOM MniaHe. Bo3MOXHO, ANS 3TOro notpebyeTcs
NPUNOXNTb BO/bLLIE YCUNWUK U NOTPATUTb 60NbLIE BpeMeHU, HO, KaK MpaBuo, pesybTaTbl TOro
cToAT. Tem He MeHee, ecnin Yyenosek ¢ CMB vcnbITbIBaeT cTpecc No Hen3BeCTHOW BaM NMpUYNHE UK
3aMeyaerT, YTo Bbl CaMU UCMbITbIBaeTe 6€CNoKOCTBO, TO, HECMOTPS Ha BCe Npeafiaraemble
CcTpaTermm, MoryT BO3SHUKHYTb TPYAHOCTU. He BUHUTE HUKOrO B Heyaaue. MNpogonxaniTte
NCNONb30BaTb NpeaynpexaatoLye ctpaTerny C NO3UTUBHbLIM NoaxozoM. Co BpeMeHeM Bbl
3aMeTuTe yayudLleHus.
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