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Heru ¢ cunagpomom Perra
(Le syndrome de Rett, une maladie génétique)

Cunppom Perra — mepBas mnpuuMHa MHOXKECTBEHHBIX —HApYyIICHUN
reHeTUYEeCKOro Xapakrepa, ¢ukcupyemsix Bo Ppannmu. ExeromHo B cTpaHe
poxaaercs or 25 no 40 yenoBek ¢ 3TuM 3a00JIeBaHUEM, TO €CTh OJJHA IEBOYKA Ha
10-15 000 HOBOPOX/IEHHBIX.

Poxienne denoBeka ¢ MHOXECTBEHHBIMH HAPYIIEHUSIMU, B YaCTHOCTH
cuHapomoM Perrta, — 310 McnbiTaHue Juisi BeeX. Bosbliasi 3aciyra 3TOM KHUTU
COCTOMT B TOM, UTO B HEl PacCKa3bIBaeTCsl, KaK 3TO MCIBITAHIE MOXHO MPEOIONETh.
['maBbl, OCBSAIIIEHHBIC 3aKOHAM U MIOCTAHOBJICHUSIM, 00€CTIEUNBAIOIIAM 3ALTUTY JIUI]
C MHOKECTBEHHBIMH HAPYILIEHUSIMH, PACCKA3bI O MEAUIIMHCKOM, TTAPAMEIUITUHCKOM
yXojie ¥ NIeJaroruueckoil padoTe, O MOBCEAHEBHOW KU3HU 0CO00ro pedeHKa U ero
CeMbU HANMCaHbI YETKO, MOHSITHO, C JTIOOOBBIO, YBAKEHUEM U YBEPEHHOCTHIO B TOM,
4YTO OOMEH 3HAHUSIMHU SIBJISIETCS 3QJI0TOM Haekabl. Kpome Toro, CUibHOM CTOPOHOM
9TOU KHUTH SIBJISIETCS TO, YTO MHOKECTBEHHBIE HAPYIIIEHUS PACCMATPUBAIOTCS B HEN
C pa3HBIX TOYEK 3pPEHHUs], B TOM YHCJIe U C aJMUHUCTPATUBHOW. KHUra comepxut
MaTepuasibl, HAMWCAHHBIE 3SKCIEpTaMU-MEJUKAMH, T[eIlaroraMu, COIMATbHBIMU
padOTHUKAMM, a TaKKe POAUTENISIMU JIeTel ¢ CHHApoMoM Perta.

I'naBa nox HazBanueM «rpbl ¥ 3aHATUS B IOBCETHEBHOM KU3HU» OMMCHIBAET
COLIMAJIbHYI0 CTOPOHY MpoOeMbl. B 3TOil I71aBe MoBecTBYeTCs: O ClladOCTU U CuJie
JeTell C MHOJKeCTBEHHBIMU HAPYIIEHUSIMU, O CTPAJAHUSX U PAIOCTIX UX CeMeH.

Ha crpanunax KHWIM OCBEIIEHb MaJlOM3BeCTHbIe (DaKThl, WMeEIOIIHe
OTHOILIEHHE K 3TOMY pekoMy 3aboseBaHuio. OHO 3aCTaBiIsieT HAC MOYyBCTBOBATh
CBOIO COOCTBEHHYI0 0e33alMTHOCTh. «ECIM He cuuTaTh TOro, YTO OHA WHBAIU],
OHa COBEPIIIEHHO HOpMaJlbHas», — cKasan 6-netHuit Jlouc, Opat KoaHHBI, JEBOYKU
C MHOXECTBEHHbIMU HApYyIICHUSIMH. YelOBeK C WHBAJIUIHOCTHIO BbI3bIBAET B
Hac 4yBCTBO COCTpallaHus, Oe3 KOTOpOro Haile COOCTBEHHOE CYIECTBOBAaHUE HE
Npe/ICTaBIIsIeT OOJBIION LIEHHOCTH. VIHBAJIMIHOCT SIBJISIETCS YACThIO HaIllei oO1en
KU3HU, KOTOpasi MOJOOHA «JIECTHUIIE, M0 KOTOPOW MOJHUMACIIbCS CTYINEHbKA 3a
CTYNEHBbKOM, HUKOT/IA He 3Has1, YTO TeOs KICT».

Kan-®Ppancya Mameu, murnucmp 30pasooxpareHust

Munucmepcmeo no Oenam cemvu, 3aWUMbL  AUY, € UHBAAUOHOCHBIO U
30paooXpaHenus

anpeav 2002 — anpeav 2004

«OaHa) b1, MOJHUMASICH HA TOPY, 51 3aMETUJI TeHb.
Korna s nomHsiics Bbliie ¥ puOIM3KIIC,
To moHsI, YTO 3TO YEJIOBEK.
Korna g moporen onmke,
Sl yBuzien, 4To 310 MOii Opar».
Tubemckas ckaska

«... Hammm petm taat B ceGe COKPOBWIIA YEIOBEYECKOHM IyIIM, KOTOPbIE
OTpaXalTcsl B MX B3MJIsIAX, YJIBIOKAX, IBUKEHUSIX, B UX CIOCOOHOCTH TOKAa3aTh
HaM, YTO OHH TOXE SIBJISIOTCS TBOPLIAMHU CBOEH CYIbOBI.
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Onu 00MmIAIOTCS, YYaTcsl U MPOSIBIISIOT CBOM HABBIKM, HO TOJIBKO JEJIAI0T 3TO
M0-CBOEMY, OCOOBIM 00pa30M. 3HAKU WX YYACTUS B KW3HHU HE CTAHOBSITCS OT 3TOTO
MeHee OUYEeBUIHBIMU.

[Tpoxonst TpyaHBIN KU3HEHHBIA MYyTh, CB3AHHBIA C TSKEJIOW MEIUIIMHCKON
MATOJIOTHEH, HAlllK JIETH MOJAI0T HaM MPUMep MYKECTBa, CTOMKOCTU U TEPIICHUs.
Bce 310, HECMOTpPSI Ha CJIOKHOCTh €XKEAHEBHOTO yXOIa, OTKPBIBAET Iepe] HaMu
HOBOE ’KM3HEHHOE Hu3MepeHHe. Hailm ety HampapisioT Haille BHUMaHUE Ha
3HAUYMMBIE, CYIIECTBEHHbIE CTOPOHBI OBITHSI M TOMOTAOT HaM pa3BUBaTh B ceOe
Ba)KHbIE KQUeCTBa: BHUMaHHUE K OMMKHEMY, YMEHHE CIYIIaTh JPYTroro. ..»
Ompuiéok uz ooxkymenma «2Kumo u obims: Manugpecm @paryysckoii accouuayuu
cunopoma Pemma 6 3auumy auy, ¢ MHOMCECMBEHHLIMU HAPYULEHUSIMUY



. Komrektun ABTOPOB. <<ﬂ,€'l 1 C CHHOPOMOM PerTta»

IIpeauciioBue K (ppaHIy3cKOMY H3IaHHIO

BeiTh ponurenem nouepu ¢ cunapomoM Perra — HacTosIee UcnbiTaHue. JTO KU3HB, TOJIHAsA
TSDKEJBIX TIepeKMBAaHUM, UHOTAA — OTYasiHbsI, HO B HEH €CTh MECTO M MUHYTaM OOJIBIION PajiocTh
Y MHTEHCUBHOTO OOLIEHHs C peOEHKOM; 3TO TOJIe3HbIe BCTPEUH C POIUTENSIMH, C BHUMATEIbHBIMU
CMIELMAIUCTAMU, C APY3bsIMU U MHOTMMM JAPYTUMH JIIOABMU, KOTOPBIE IIPOXOAAT 3TOT MyTh BMECTE
C HaMH. ..

I1yTp, MO KOTOPOMY MBI MIIEM, YACTO HE 3HAs, YTO HAC KAET, IOXOXK HA JOPOTy B TyMaHe. JTO
BBI30B, KOTOPBIII OpOcaeT HaM XU3Hb ¥ KOTOPHIA MBI IOJKHBI IPHHSATH. DTO JKeJIaHUEe MOOSANUTh CHH-
apom Perrta, ot kotoporo crpasnaer 1 pedeHok u3 10—15 teicsau. CoaepikaHue 3TOil KHUTU — HE KPUK
OTYasTHUSA WM O0MH, @ MH(OPMAIHs U OMKCAHKE OMbITa, HAKOIUIEHHOTO B 0Oph0e ¢ 3a00J1eBaHUEM.
ABTOpBI — CIIELIMATIUCTDI, POAUTENH U UX €AMHOMBIIIUICHHUKU.

KHura npesHa3HaueHa [1s1 Bpauyeil-TepaneBToOB M CIIELIMAIMCTOB, JIs MpeAcTaBUTeNiel napa-
MEIULMHCKUX MPOgecCHii, CreHaIbHbIX NeJaroroB, A MOJIUTUKOB U PyKOBOAUTENEH Clielaiu-
3MPOBAaHHBIX YUPEXKIEHUN U, KOHEUHO, JIs1 pOAUTENel M ONM3KMX HAIMX JeTe.

B kHure cogep:kuTCss MHOTO MeJarornyeckiux MareprasioB, OHa 3HAKOMHUT POJIUTENEH ¢ coBe-
TaMU CHELUAIMCTOB.

OTa KHUTA — Pe3y/IbTaT KOJUIEKTUBHOM paOoThl, CTABILEH BO3MOXXHOI Os1arogapsi COBMECTHBIM
yceuausaM MeaMUIMHCKOrO ¥ Hay4yHOTro coBeTa, IlapamenuuuHckoro copeta 1 AJMHHUCTPATUBHOTO
coBeta PpaHily3ckoil accoumanuy cuaapoma Perra.

MBblI HajieeMcs, UTO I71aBbl KHUTH, A TAKKE JIMYHbIE CBUAETEIbCTBA POIUTEIIEH CMOTYT IPHUBJIEYb
BHMMaHue (paHITy3CKOro M, CMEEM JyMaTh, EBPOIIEHCKOro 00IIecTBa K JaHHOM rpodneme. [Tocpen-
CTBOM 3TOI KHUTH MBI XOTUM OOpaTHUTHCS K MOJUTUYECKUM JISSTENISIM M PYKOBOIUTENSIM YUpexkIe-
HUIA, 4YTOOBI CKa3aTh UM, YTO HaIllM J0YepH ¢ CUHAPOMOM PeTTta mpesxe Bcero ABIs0TCA AETbMU U
JIMYHOCTSIMH.

Hawm kaxeTcst ecTeCTBEHHBIM M HEOOXOIMMBIM, YTOOBI BIACTHBIE CTPYKTYPBI COBMECTHO C KOM-
NETEHTHBIMU OOIIECTBEHHBIMH OPTraHU3ALMSIMU TIPUHSUIA COOTBETCTBYIOIIME MEPBI TSI TOTO, YTOOBI
JHOJY C MHOXECTBEHHBIMH HApYIIEHUSIMU KWJIM KaK MOJKHO JIy4Ile.

Me1 Garogapyum COHCOPOB, KOTOPbIE IIOMOITIM HaM B ITyOJIMKAIMU U PACIIPOCTPAHEHUH STOH
KHUTU. MBI G51arogapuM Bcex aBTOPOB, KOTOPbIE y/IEJIWIIN BpeMsl pa0oTe Hajl 9TUM U3JJaHUEM, B YacT-
HOCTH, npe3uaeHTa MeaunnHckoro u HayyHoro coeta PACP Cumon JKuiibreHKpaHi, Kotopas Hac
OYeHb MOAJEpKasa U TIIATEIbHO OTPEJAKTUPOBAJIA CTAThbH, HAIMCAHHBIE CMIELMAIMCTAMU.
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IpeauciioBre K pyCCKOMY H3aHHIO

Hetu ¢ cunnpomom Petta, Kak u gpyrue ocoOble AeTH, HyKJAl0TCSl HE TOJIBKO B MEIMIIMHCKOM
MIOMOIIH, HO U B CIIEIMAIBHOM TICMXOJIOTO-TIeJarOrnIecKOM COITPOBOKICHUH 1 00ydeHun. [1pu sTom
OYeHb Ba)KHO, YTOOBI X OKPYKaJH JIOAU, KOTOpble MOHUMAIOT OCOOEHHOCTH JaHHOTO HApyILIEeHUS,
3HAIOT CHWJIbHBIE U ClIa0ble CTOPOHBI STUX JIETeld M MOTYT OKa3aTh UM KBAJIM(PUIIMPOBAHHYIO TIOMOIIIb
U TIOLIEPKKY.

3a py6exoM BbIXOOUT OOJBILIOE KOJIMYECTBO CTATEl M KHUT, MMOCBALIEHHbIX CMHApPOMY PerTa 1
AOPYrMM MHOXXECTBEHHBIM HapylleHUAM. K coxkalleHHIo, Ha pyCCKOM S3bIKE JIMTEPATypa Ha 9Ty TEMY
11 IEJAroroB M poAMTENIEN IO HACTOSAILETO BPEMEHU IPAKTUYECKU OTCYTCTBOBasIa. OCHOBY HACTOS-
LIEr0 M3/1aHUs COCTaBWII NiepeBof KHUrM «CunapoM Perra», n3naHHOM HECKOMBKO JIeT Hazaja Ppan-
Ly3CKOM acconmanuen cuaapomMa Perra. ITockosbKy Hallla KHUra IpejHa3HaueHa B IEPBYIO OYEPEb
niefiaroraM, TICUXoJIoraM M pOAAMTEIISIM, BMECTO IJIaB, MOAPOOHO ONMMCHIBAIOIIMX MEJUIIMHCKHE, [THa-
THOCTUYECKUE, TEHETUYECKHE U JPyTHe CIIEUUAIBHBIE aCIIEKTHl CHHApPOMa PeTra, B mocieiHen riase
MBI TPUBOIMM KPATKHiA 0030p 3apyOeKHBIX UCCIICIOBAHUI.

B TO e Bpems Mbl pelnIM COXPAaHUTh TE IVIABbl KHUTH, B KOTOPBIX TOBOPUTCS O (hopMax
nomon Bo PpaHImy IeTAM ¢ MHOXKECTBEHHBIMH HapyIIEHUSIMU, 00 0COOEHHOCTSIX (PpaHIy3CKOrO
3aKOHOJATENILCTBA U O AEATEIbHOCTU POOUTENILCKOM accolralnyi. T1a MH(POpMalUs KaKeTcsl HaM
TIOJIE3HOU U ISl POCCUMCKOTO YUATATENISA, IOCKOJIBbKY POIUTENH U CIIELIMAIACTHI B HALLIEW CTPAHE Cell-
Yac MIIYT CIOcoObl 3aKOHOAATEIBHO 00ECTIeUNTh a/IeKBATHYIO peaOMIIMTAMOHHYIO 1 00pa30BaTelIb-
HYIO [TOMOILb JETSAM C HapyUIEHUAMU Pa3BUTHSA. DTH IV1aBbl MOTYT MPENOCTABUTD BaKHbIM MaTepral
IJISl pa3MBIIIJIEHUS M U3YYEHUs I0PUCTaM U TOCYJApCTBEHHBIM YMHOBHUKAM, OT KOTOPBIX 3aBHUCHUT
NPUHATHE PEelleHnH, BIUSIOIMX Ha )KU3Hb OCOOBbIX JETel B Halllel CTpaHe.

KHura Moxer city’KuTh XOpOIIMM BBEAECHHUEM B POOIEMyY Kak JUIsl TEX, KTO XOUeT pa3o0paThCs
B OCOOEHHOCTSIX Pa3BHUTHS U CONPOBOXKIEHUS AeTel ¢ CMHApOMOM PeTra, Tak M 1151 TeX, KOro MHTe-
pecyeTr MOMOILb JETAM ¢ MHOKECTBEHHbBIMU HapylIEHUSAMH B Oojiee MUpoKoM acrnekte. CUHIpOM
Perra, Kak 000ii reHeTHYECKUiT CHHIPOM, UMEET CBOIO CIIELI(HKY; B TO K€ BpeMs cucTeMa peadu-
JIMTALIMOHHBIX U NEJarOrM4YeCKUX MEPOIPUATHM, KOTOpas MpeJlaracTcsl B 3TOM KHUTE, JOCTaTOYHO
YHUBEpCaJbHa U MOXET UCIIOIB30BaThCA B TIOMOIIHN JETAM C Pa3JIMYHBIMU HAPYLICHUAMU Pa3BUTHUSA.

OcoOblil uHTEpEC npeacrasisger yacTb «Baran uz KospoBa» — nucropuss Mamm ViBaHOBOIA.
Bnepsble oHM ¢ Mamoii MapuHoii ipuexaiu B MockBy 13 ropoaa Kosposa Brnaaumupckoit odnactu
B HOs10pe 1995 roxa, korma Mame Obu1o 2 Toma 8 MecsieB. MapuHa npriBesiia ¢ coOOW JTHEBHUK
0 Mammnon xu3Hu. C Tex Mop OHM Mpue3xanu 2-3 pasa B Iof AJs 3aHATUN U KOHCYJIbTALUM, a
B IIPOMEXyTKax MapuHa nucana negaroraMm nogpoOHble MMCbMa, KOTOPbIe OMOT Ay IPeICTaBIsATh
cocrosiHie Maiiy 1 BUIeTh, YeM HaIOJTHEeHa ee XKU3Hb goMa. Maia 6buta iepbiM B LieHTpe s1eued-
HOI NIeIaroruky peOeHKOM ¢ CHHIPOMOM PeTta, mosTomy noHavary Mbl 3aHUMAJIHCh C HEH, UCXOMs
U3 HAILIero OMbITa pabOTHl ¢ APYTMMH JETbMH, UMEIOIIMMHI MHOXECTBEHHble HapyieHus. [To mepe
3HAKOMCTBA C IpyrMMH JE€BOUKaMH ¢ CUHIPOMOM PerTa, a Takke Matepranamu 3apyOeKHbIX UCCIie-
JOBaHWUM y HAC MOSABJISJIMCH HOBBIE 3HAHUA U B TO K€ BPeMs IIOATBEPKAAJIUCH MHOIME HAILU JOTaIKH.
Mpl yunnu Maiiry, a Mama u Mapuna — nac. M3 nicem Mapunbl 1 ctateil (ppaHIly3CKUX pOIUTENeN
U CIIELIMATHACTOB BUJHO, KaK MbIC/Ib Pa3HBIX JIOAEHW ABUKETCS MOXOKUMM ITyTAMH, HE3AaBUCHMO OT
BHEIIIHMX, BO MHOI'OM TaKHUX KOHTPACTHBIX, YCJIOBUM.

IIucema o4eHb WCKpPEHHHWE, KMBbIE M, KaK OTMEYAIOT MHOTOYMCIIEHHBIE YHUTATENU (THChMA
onyO/IMKOBaHbI Ha caiiTe www.osoboedetstvo.ru), oueHb BIOXHOBISIIME. MHOXECTBO TBOPYECKUX
UJIE, HE TOJIBKO CBS3aHHBIX ¢ MallMHBIMU 3aHATUAMM, HO U IIPOHU3BIBAIOIINX BCIO KU3Hb CEMBH,
CTOMKOCTb ¥ ONTUMU3M MapuHbl B KU3HEHHBIX TPYAHOCTSX, @ TAaKKE€ HECOMHEHHBIN JINTEPATYPHBIN
TQJIAHT JIEJIAIOT 3TY YaCTh KHATHU HE TOJIBKO IOJIE3HBIM, HO M OYE€Hb NHTEPECHBIM, JIaKE 3aXBaThIBAIO-
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UM, YTeHreM. MBI IyOJIMKyeM OTPBIBKY U3 JHEBHUKA U HEOOJIBIIYIO YacTh ITUCEM, a TAKXKe CTHXO-
TBOpeHue u counHenue Haraiu, Mammmnoi cectpsl (ceituac Maine 15, a Hatamme — 13 ser).

B knure ucnosnb3oBanbl (otorpacduu u3 (paHily3cKOro M3gaHusl, a Takxke gororpacpuu,
MPeIOCTaB/IEHHbIE POAUTEISIMUA POCCUUCKUX AeBOYEK ¢ cuHapomoM Perrta, 3anumasiuxcs B LIJITT
B pasHble rofpl. Pororpadum He WUTIOCTPUPYIOT TEKCT; Mbl TIOMECTMIIA MX, YTOOBI IOMOYb UMTa-
TEJI0 YBUIETh KPACOTy U 00asiHUE STUX AEBOYEK, MOYYBCTBOBATh CUJTY UX «TOBOPSILETO» B3IJIsAAA U
YJIBIOKH TTPY HEBO3MOKHOCTH OOIIATHCS IPYTUMHU CIIOCOOaMHU.

XoueTcst modarofapuTh BCeX poAuTesel, pa3pelIvBIIMX UCTIONB30BaTh B KHUTE (hoTorpacun
ux aereir. Ocobas GnarogapHocTh — MapuHe VIBaHOBOM 3a pa3peliieHre Ha yOTMKAIIUIO TTUCEM.

Bripakaem riayOoKylo MpU3HATEIbHOCTh 3a CONEHUCTBUE B TIOATOTOBKE HACTOSIIETO HM3/IAHUS
Kpucrune Anrnec x1’Opuak, pykooguresno generannu Esponst 1 CHI' MexgyHapoaHoro karonuye-
ckoro 01opo pederka (Bice), Kpucruan Pok, nupekropy ®paHity3ckoii accoranyu cuaapoma Perra
u Mapky CaHpeHy, 4eHy 3TON acCOLMALIH.

Mapus /Tumenwmeiin, leHTp NedeOHON NIeJaroruku

10
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Kuznb pedenka ¢ cunapomoM Perra u ero 0Ju3KNX

JINMYHOCTD U ee OKPYKeHHe: SMOUMOHAIbHbIA ONbIT

Amnzxemnk Jlarrepan, ncuxosnor (Tymy3a)

11



. Komrektun ABTOPOB. <<ﬂ,€'l 1 C CHHOPOMOM PerTta»

Yenosex ¢ cunopomom Pemma npexcoe écezo — auurocmo. [lcuxonoe Ansxceaux Jlammepao
npeonazaem KAuu K OOUEHU0 ¢ HAUUMU 0embMU, NOOX00s K SMOI npobaeme ¢ O0AbUoLl Oeauxam-
Hocmwio. Ha camom cospemenHom yposHe OHa paccmMampusaent 80NPOChl, Csi3aHHbLe C Cembel, POOu-
Mensimu, OpamosiMu U CeCmpami, 6nepavle Y3HABUUMU O OUAZHO3E CBOUX ONUKUX.

YeaoBek ¢ cuaapomMom Perra — 3T0 npe:K/ie BCero 4ejioBekK

JIroou ¢ CUHIPOMOM PeTTa, KaKk 1M BC€ Mbl, — 9TO JIMYHOCTHU CO CBOEH COOCTBEHHOM SMOLIMO-
HaJIBbHOM Ku3HBI0. Kak 1 moooi JIperfI YECJIOBEK (BHC 3daBUCUMOCTHU OT TOI'O, €CTh Y HEI'O Kakue-a1o0
HapylmeHus njin HCT), YCJIOBEK C CUHAPOMOM Perra xuBeT cBOEH YHHKaHbHOﬁ 1 OCOOEHHOH KU3-
HbI0. MHOXECTBEHHbIE HapylEeHW s, BbI3BAHHBIC reHEeTUYECKON HaTOHOFHCﬁ, — 9TO 06H_Iaﬂ 0co0OeH-
HOCTb J'IIO,ILCfI C CUHAPOMOM PeTTa, HO €10 HE OIMUCBIBACTCA U HE UCUYEPIIBIBACTCA NHANBUAYAJIbBHOCTD
Kaxkaoro u3 Hux. MiMeHHO IMO9TOMY Y€JIOBEK C TAKUM JUATHO30M ABJIACTCA HE IMPOCTO «OOJILHBIM
C CUHIpOMOM Perra» nnm «muoM ¢ MHOXECTBEHHBIMU HapyIEHUAMMN» — IPEKIE BCEIO, ITO KECH-
[WHA OIPEACJICHHOIO BO3pacTa, KUBYyIIAAd B OHpCI[CJ'ICHHOfI cpene, 06J1aaa10ma}1 OIIpeAC/ICHHbIMU
JIMYHOCTHBIMHU Y€PTaMHU U T.HO., 4 TAKKE UMCIOIIAA TC K€ KIMHUYCCKUE CUMIITOMBI, YTO U APYIrue
HOCHUTEIN ,HaHHOﬁ I1aTOJIOTHUH.

BaxHO mOMHUTE O TOM, YTO Y€JIOBCKA HEJIb34 paCCMATpUBATh OJHOCTOPOHHE, 100 TaKOE OTHO-
[EHUE BEACT K OTPULIAHUIO €0 YHHUKAJIbHOCTHU, UHIWBUAYAJIbHOCTH U HE3aMEHUMOCTHU. CBC,I[CHI/IC
JIMYHOCTHU K 0)1H0171 N3 €€ XapaKTEPUCTUK 06CIIHHCT 9Ty JINYHOCTD.

B 10 ke BpEMs HE CTICAYET yIpoLIaTh, IPpUHUKATDh W CIUMIIKOM UACAJIN3UPOBATDL TOT (paKT,
YTO J1I04U C MHBAJIMIHOCTBIO — 0COOEHHbBIE JIIOOU. 910 TEM Ooliee CyIIECTBECHHO IIpU HAJIMYUH MHO-
KECTBEHHBIX HapymeHHﬁ, ACJIAI0INX YEJIOBEKA 3aBUCUMbIM U OTYACTU HUBEJIMPYIOUIUX €0 NHAWBH-
AYyaJIbHOCTh U €ro OCOOBIN XU3HEHHBIHA OIIBIT.

OTcyTrcTBHE peun He JOJKHO ObITH MOMEXOH JIJIsi KOMMYHHKAINH

Ecnum genoBek He MOXeET BbICKa3aTh, 00J1€Ub B CJIOBA CBOM YYBCTBA, CTPA/IaHus, JKEIaHUs, 9TO
He 03HAYaeT, YTO eMy HEeUyero ckas3arb, M YTO OH HU O YeM He AyMaer.

OcoOeHHOCTBIO YesioBeKa SIBJISIETCSl TO, YTO OH — «CYIIECTBO FOBOPSIIEee». DTO O3HAYAET, YTO
OH OJTHOBPEMEHHO SIBJISIETCS] HOCUTEJIEM MBICTM KaK TAKOBOM M YYaCTHUKOM OOIIEHHS C APYTUMU.

Yenoek ¢ cunipoMoM PerTta 00bIYHO He MOXeT roBOpuTh. OH 00IIaeTCs ¢ OMOILBIO HEBEp-
OaJIbHBIX U CEHCOPHBIX CPEJICTB M MOKET BhIpakaTh ceOst Oyarofapsi KeJlaH|Io OKPYKAIOIINX YIOBHUTh
¥ BepOaJIM30BaTh CMBICIIOBYIO COCTABIISIIONIYIO TAKOW KOMMYHHUKALIUH.

VIMeHHO Mo3TOMY CEHCOpHKa UMEET MEePBOCTENEHHOE 3HAYEHUE B )KU3HU YEJIOBEKa C CUH/PO-
MoM Perra. [li1s1 okpykeHus (CeMelHOro, ApyxKecKoro, Npo(eCcCUOHAIBHOT0) 3TO 03HAYAET HEOOXO-
JAUMOCTb BHOBb, KaK B JIETCTBE, HAYUMThCS OOIIAThCS HA CEHCOPHOM YPOBHE, ITPUHMMAasi BO BHUMa-
HUE KOHKPETHYIO CUTYalluIo, CJ1a0yl0 MUMHUKY, U3MEHEHUs TOHA T0J10ca, 3HAY€HHe IPUKOCHOBEHUIA,
1103 ¥ BU3YaJIbHOTO KOHTAKTA.

Oo6o3HaueHne cJOBaMU IMepeKNBaAHUT
YyeJIOBEKAa ¢ MHOKeCTBEHHBIMH HAPYIIeHUSIMH

Hecnoco6HoCTh MMPOU3BHOCHUTH CJIOBA HE O3HAYACT, YTO CJIOBO, 6y,[[y‘II/I HOCHUTECJIEM CMBICIIA,
TepACT A J'IIOIICfI C CMHIpPOMOM Perta cBOI0O 3HAYMMOCTB. FOJ'IOC, MHMMHMKA, 1034 IMMOMOIaloT UM
Ha6J'IIOI[aTb " pas3feIATh TE SMOLUMOHATIBHBIC TOHAJIBHOCTHU, KOTOPBIC COACPIKATCA B PEYU.

OueHp BaKHO HAY4YUTHCA BbIpaXaThb CJIOBAMU TO, YTO Mbl BUJUM U IIOHUMAEM B ITOBCACHUN
YCJIOBEKA C CHHAPOMOM Perras Imponecce O6H_ICHI/IH C HUM. HCO6XO,ILI/IMO TOBOPUTH O TOM, YTO cergyac
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. Komrektun ABTOPOB. <<ﬂ,€'l 1 C CHHOPOMOM PerTta»

OyZeT MpOMCXOAUTh (TIOCKOJIBKY 3TO CHUMAET TPEBOI'Y, CBA3aHHYIO C KAKUMH-JIMO0 M3MEHEHUSIMHU ),
1 0003HaYaTh CJIOBAMH CBOM TEPEKUBAHUS U YyBCTBA.

KakoB 6bl HU ObLTT KOHTEKCT OOIIeHH S (MOMEHTBI OJTM3KOTr0O OOIIEH! S, BOCCTAHOBUTEIHHOE 00Y-
YCHUC 1 T.,ZL.), pe‘{b (6nar0nap51 I/IHTOHE]J_[I/II/I), B3IJIs11bl, MUMHUKA N HpI/IKOCHOBeHI/IH Bceraa Bpra)KaIOT
9MOILIMH, KOTOPBIE YeJIOBEK ¢ CMHApPOMOM PeTTa MoXkeT BOCIIpHHSTh. Bojiee Toro, MOXHO HaOII01aTh,
KaK OH y3HaeT HEKOTOPHBIE CJIOBA, JIaXe MCIOJb30BaHHbIC BHE KOHTEKCTA (CJIOBA, IPUHSATHIE B KPYTY
CEMbU, UMEHA JHOIIGI;'I, Ha3BaAHUA H€KOTOpI)IX 3HAKOMBIX U JIIO6I/IMI)IX BUI0B HGHTCHBHOCTI/I).

OKpyskeHHI0O HeOOXOIMMO HAYYUThCsI PACTIO3HABATD JKECThI, MIMUKY, TOJIOCOBBIE HIOAHCHI, OCO-
Oble B3MJISAIbI, TIO3bI, TIPOSIBJICHHS HECOIIACH I, TIOSIBJICHUE W YCUJIEHHE CTEPEOTHITUI U TUIIEPBEHTH-
JSIIMA — ¥ BUAETh B HUX MOTEHIMAIbHOE COOOIEHre, MOAAAIoIIeecs: paciii@poBKe U JOCTYITHOE
U1l IOHUMAaHMS.

He HyXHO mBITaThCSl MPOEIMPOBATh HA ITUX JIIOAEH CBOW 00pa3 KM3HU U CBOM B3IJISAbI HA
AKU3Hb. DTO NPUBEAET JIMILb K TOMY, YTO HUBEJIMPYETCS MX JTMYHOCTHAS MTO3ULIKS.

Heo06xoaumplii 0ajaHc MexK/1y NepeoeHKol JUIHOCTH U THIePOoneKon

WHornma cepbe3HOCTh peasibHBIX HapyLIeHWH MpeyMeHblIaeTcss. JTo BIeveT 3a coOoil mepe-
OLIEHKY MMEIOIINXCS CIIOCOOHOCTEN peOeHKa M 3a4acTyI0 CJIMIIKOM MHTEHCHMBHOE CTMYJIMPOBAHUE
ero pa3BUTHs. B HEKOTOPBIX CIlydasx 3TO MpeBpamniaeT o0yl CUTYAIHIo TIOBCEHEBHON KU3HU B
npotiecc peabvInTaIuy.

OxpyskeHre, IBIKIMOE KeJIaHUeM 3aCTaBUTh peOeHKa Pa3BUBATHCS (MM MPOCTO YYBCTBOM
BUHBI U COOCTBEHHOTO OECCHIIMS), MOKET CO3/1aTh AJIsl peOeHKa CUTYALUIO MTOCTOSIHHOTO JABJICHUS
CO BCEX CTOPOH — CUTYAIMIO, B KOTOPOW UTHOPUPYETCS €r0 €CTECTBEHHOE KeJIaHUe PaccIabUThCs U
HUYEro He JeNaTh.

Bcerpevatorest v mpsiMoO IPOTUBOIIONIOKHBIE YCTaHOBKU. OHU CBSI3aHbI ¢ TICUXUYECKUMH Hapy-
[IEHUSIMH, KOTOPBIE SIBJISTIOTCS] CHMITTOMAaMU 3a00JIeBaHMsI, ¥ MOTYT BBI3BIBaTh Y OJIM3KUX OOPATHYIO
PEeaKIMIo — CTpeMJIeHHe K rureporeke. B aTom ciyyae 11 pedeHka He oa0upaioT HUKAKOW pa3BU-
BAIOIIIEH MPOrpaMMBbl, & OKPYKAIOIHe OTTOPAKMBAIOTCSI OT CJIOKHOM CUTYalluy, IpUHUMAs Ha ceOs
Ty WM UHYIO posib (0OOKECTBIIEHUE, oOeciedeH e rpoliecca jJe4eHus, OercTBO, BBIIBIKEHUE COLU-
aJIbHBIX TpeOoBaHMit). JKecTokast U TshkeNask peajbHOCTh MelIaeT BUIETh YTO-TH00, KpoMe Hapylie-
HUIA, HECIOCOOHOCTH, MHBATUAHOCTH peOeHKa U T.J., U TEM CaMbIM HE JJaeT PacCUMTHIBATH HA €ro
BO3MOXKHOCTH.

[Mpu3HaHue u yBakeHHE MHAWBUIYTBHOCTH KQKJIOTO M3 TAKMX JAETed MO3BOJMT M30ekKaTh
KPalHOCTEM: C OTHOM CTOPOHBI, HE ITPEyMEHbBILIATh UMEIOIIMECS Y HUX HAPYIIEHUS, HE TILITaThCs Uie-
AJIM3UPOBATh ITUX JIETel WM AeNaTh UX «HOPMaJIbHBIMU» (OLIEHKA CO 3HAKOM «ILTIOC» ), C APYTOM —
BUJIETb B HUX HE TOJIBKO HapyIIeHHs! (OIIEHKA CO 3HAKOM «MHHYC»). B 000MX ONMUCaHHBIX CTydasx
YeJIOBeK YyBCTBYET ceOsl OTBEPTrHYTHIM.

VY KakJI0ro yesioBeKka ¢ CHHAPOMOM PeTTa ecTh CBOM yMEHHMSI M HAaBBIKH, XOTSI OHU MOTYT OBITh
OrpaHMYEHbI HAPYIIEHUSIMUA ¥ BBI3BAHHON MMM HECAMOCTOSITESIBHOCTBIO.
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. Komnextus aBTopoB. «[letn ¢ cunapomom Perra»

du fEmurou du bassin, {

BcecropoHHee npu3HaHHE JHYHOCTH

V mozent ¢ cunipoMoM Petta HeoOX0aMMOo pa3BUBaTh CaMOyBaKeHUE, TIOCKOIbKY IMEHHO OHO
TMO/IBepPraeTCcsl UCIBITAHUSIM U3-32 MePeKUBAHNIN, KOTOPBIE MOTYT BOSHUKHYTD B CBSI3U C allpaKkChel U
OrpaHUYEHHBIMH BO3MOKHOCTSIMHU CAMOBBIPAKEHUSI, VT U3-32 OECTAKTHBIX B3MJISAIOB OKPYKAIOIINX.
NmenHo Gnarogapsi mpaBUIbHOMY OTHOIIEHUIO OU3KUX Yy peOeHKa MOXeT c(pOpMHUPOBATHCS CAMO-
yBaXXE€HUE U YBEPEHHOCTh B TOM, UTO K €r0 BHYTPEHHEH KU3HU OTHOCSTCS C MUETETOM.

[TpusHaHWe TUYHOCTU MOXKET BBIPAXKATHCS B TOM, UTO OKPYKAIOIIME CPEIu MPOYero MpUHU-
MaloT BO BHUMaHUeE:

— cnenmuyueckre YepThl XapakTepa KaxJIoro 4ejloBeKa, KOTOpble OTYACTH 3aBUCAT OT TeX
OTHOIIEHUH C OKPYKAIOIIUMH, KOTOPBIE CKJIAIBIBAIOTCS U MOAIEPKUBAIOTCS HA MPOTSKEHUA MHOTUX
JIeT; IpU3HAHKe WHAUBUAYAJBHOCTH KaXKO0r0, YBaKeHHE M BHUMAaHUE K JIMYHOCTU U €€ IMOIUSAM B
Pa3HBIX KU3HEHHBIX 0OCTOATEIbCTBAX;

— BO3MOKHBIE TIEPUOJIBI IPYCTU U TOCKH (AETIPECCH), BHI3BAHHBIE TeM, UTO YEeJIOBEK OCO3HAET
CBOE OTJINYKE OT JIPYTUX, CBOM OCOOEHHOCTH, HEIOCTATOK MOTEHIIMATIBHBIX BOZMOXHOCTeH. B Takue
MIEPUOJIBI TIOMOIITH OTM3KUX MOKET ObITh BeChMa TOJIe3Ha;

— (pusrueckue 60mu (00U B KUBOTE, MEHCTPYAJIbHBIE OOH U T.J1.), KOTOPbIE YeJIOBEK MOXET
BBIpAKaTh Pa3HBIMU CIIOCOOAMH (MUMUKOM, KPHKOM, JKaJlo0aMH, yXOIOM B ceOsl, IIadeM U T.1.);

— SMOIIMOHAIBHBIN OTBIT, IPUBSI3AHHOCTH U OCOObIE SMOITMOHAIBHBIE OTHOIIEHUSI CO CBEPCT-
HUKaMH, CO B3POCIIBIMUA U3 CBOETO CEMEHMHOTO OKPYXEeHUsI, WM C 0OydaloluM rnepconanom. Kak u
y BCEX OCTaJIbHBIX, Y JIIOAeW ¢ cuHApoMoM PeTTa ecTh cBOM MpearouTeHus: B chepe CommaabHbIX
OTHOIIIeHUH. BBIOOP TeX WM MHBIX OTHOIIEHUH 3aBUCUT OT JIMYHOCTH, BO3PACTa, MOJ1a, OIBITA U T.J.
CaMMX 3THUX JIIOJEH U X OKPYKEHHUS;

— MEeCTO, KOTOPOE 3aHUMAIOT JIIO/IU C CUHAPOMOM PeTTa B cBOeii cemMbe; TpU TOM HeXelaTeTbHO
MO3BOJIATh UM 3aIOJHATh BCE CEMENHOe MPOCTPAHCTBO, HO HE CJIeAyeT W JIMIIATh UX TOW 0coOou
POJIH, KOTOPYIO OHU WT'PAIOT B IMHAMUKE PA3BUTHUS CEMbBU.
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. Komnextus aBTopoB. «[letn ¢ cunapomom Perra»

TakuM 0Opa3oM, BaXHO HAyUUThCS BOCIPHMHMMATH UeJIOBEKa C CHHApoMOM PerTa Takum,
KaKOB OH €CTb: C €r0 3aBUCUMOCTHIO, C €r0 IBUraTeJIbHBIMU WJIM UHTEJUIEKTYaIbHBIMU HAPYIIIEHUSIMH,
C €ro arpeccuei 1 MpoTecToM, KOTOpbIE OH MHOTAA MPOSIBIISIET, & TAKKE C €r0 HEKHOCTBIO, paloCThIO,
YIOBOJILCTBUEM OT OOIIIEHM S, TPOKa3aMU | T.I1. BaKHO MPUHUMATh €T0 CTPaJdaHusl, €0 JUIHOCTHbIC
0COOEHHOCTH, HE BOCIIPMHMMAsI TAKOTO YeJIOBEeKa KaK KEPTBY.

Ilepen okpyxkeHueM CTOUT AeMKATHAs 3ajaya CHOBA MU CHOBA HAXOAWTh MPABWIBHYIO MO3U-
1IMIO: UCTOJIKOBBIBATH TO, UTO MBITAETCS BHIPA3UTh YeJIOBEK C CUHIpOMOM PetTta, momorars eMy pa3Bu-
BaThCsl M PEATM30BBIBATH CeOs1, He PEYMEHbIIAast er0 BO3MOKHOCTU U He repeorieHnBast ux. Heooxo-
VMO HAWTU TPaHb MEX/Iy CIIUIIKOM KeCTKUMHU TPEOOBAHUSIMH, CJIUIIIKOM OOJBIIIMMU OKUAAHUSMU
Y TTOJTHBIM OTCYTCTBHEM BEpbI M HAJICK/IbI HA N3MEHEHUsI B Oy/IyIlleM, KOTOpbIe BJICKYT 32 COOOH paB-

HOOYHIUE K MNEPCIICKTHUBAM BOCCTAHOBUTEJIbHOI'O 06yquI/IH.
T =p

IH
i i
'll

AHg u Mama

Y cemMbH ecTh NYThH KU3HHU

CeMbe, IIGCTa6I/IJII/13HpOBaHHOﬁ u TpaBMHpOBaHHOfI INOCTaBJICHHBIM pe6eHI<y AUardo30omM,
MOXET TAKXEC HOHa,ILO6I/ITbCH BpeEm4, YTOOBI U3MEHUTH CBOU YCTaHOBKH, O6YCIIOBJ'ICHHI>IC YPE3BbI-
YAHO OO0JIE3HEHHBIM OITBITOM: BEIb HAPYHICHUEC HAKJIAAbIBACT OTIICYATOK KAaK Ha CaMOr0 4Y€JIOBEKa C
CUHIPOMOM PCTTa, TaK U Ha €ro OKpPYyKCHUC.

O0bsiBJIeHHE THATHO3Aa: 0COOEHHO Ba’KHBINA MEPHO/]

OObsiBIEHNE JUArHO3a HE TIPOXOUT JJIsl CEMbH OECCIIETHO.

JlnarHo3 MHOrJa MOPOXIAeT B CO3HAHMU POAMTENEH MapagoKcaibHble 3((EKTH: OH MOXET
CrocoOCTBOBATh OOPETEHUIO MU YBEPEHHOCTH KaK PEakllK Ha TPEBOTY, BHI3BBAHHYIO Pa3BUTHEM Y
peOeHKa pa3IMYHbIX IBUTATEIbHBIX M MOBEJEHUYECKUX HApYyIIEHUH, HAOMOAaeMbIM B TeYeHHEe HEKO-
TOPOTr0 BpPEeMEHH, WM, HA00OPOT, MPUBECTH K PE3KOMY YMAJKy CHJI OT OCO3HAHHS TOTO, YTG STOT
AMarHo3 o3HavaeT Jyis OyayIero ux peOeHka.

Ynagok cuit ConpoBOXIAETCS TPEBOTOH Mepe]] HEM3BECTHOCTHIO. YacTo B Aylie poauTeiei BO3-
HHMKaeT MHOKECTBO POTHBOPEUMBBIX YyBCTB: OLIyIIIEHHE COOCTBEHHOI BUHBI, THEB, JKEJIaHUE, YTOOBI
BCE NPEKPaTUIIOCh, TPYCTh, TPEBOI'a, IOOOBb, HEKHOCTh, PAJI0CTh, COUYBCTBUE, HAIEK/A U T.JI.
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. Komnektus aBropoB. «Jletu ¢ cunapomom Perra»

[Moce 0OBsIBIIEHNS AHAarHO3a HEOOXOAMMO MPOSIBUTh CAaMOOOJIaIaHke U CIIEAUTH 3a TEM, YTOOBI
MHTCHCUBHOCTDb 1 HpOTI/IBOpG‘II/IBOCTb ITUX ‘IyBCTB HEC OKa3aJin OTpI/IHaTGJIbHOFO BJIIMAHUA HA pe6eHKa
¢ cuaapomoM PeTTa, a Takke Ha ero OpaTheB, CecTep M Ha CaMuX poauTesieil. BaskHO, YTOOBI Kaskabiii
YJICH CEMbHM CMOT ONPEIETUTh TSI ceOst HEOOXOAMMYIO TUCTAHIIMIO [0 OTHOIIEHHIO K IECTPYKTUBHBIM
1 MOIIHBIM addeKTaM (1yBCTBO BUHBI, THEB, AETIPECCHs, OTpULIaHUE U T.1.). CyIlecTBeT pUcK TOro,
qToO Ka)l()lblﬁ 3dMKHETCAd B CBOUX Hﬁpe)KI/IBaHI/IHX. 9TOT MOMEHT ABJIACTCA HUCIBITAHUEM JIs1 BCEX,
KaX[Iplil TIepEeKMBAET €ro, MPOSIBJISAS CBOM CHJIbHBIE WM CJTa0ble CTOPOHBI.

PoauTesisiM He00X0IMMO rOBOPUTH HA 3Ty TEMY MeK/Iy cO00M U ¢ APYruMu

Hexkoropsie cynpyru, 6ecco3HaTebHO kemast yoepedb qpyT Ipyra, He XOTAT UM He MOTYT T'OBO-
PUThH APYT APYTY O TOM, YTO 4yBCTBYIOT. [I0100HOE OTCYTCTBIE KOMMYHHMKAIIUHA MOKET aryoHO CKa-
3aThCs KaK Ha UX OTHOIIEHUSIX MEKIy COOOM, TAK U Ha CEMEMHBIX OTHOIIICHUSIX B I1eJIOM (HarpuMep,
TOSIBJISIETCS] HEXKEJIaHWE BCTPEYAThCsl CO CBOMMU poauTesisiMu). HekoTopbiM co BpeMeHeM yraercst
U3BJIEYb CUJIbl U3 3TOTO KU3HEHHOT'O OIbITA.

Jpyrue uneHsl ceMbH (0aOyIIKY U AEAYIIKH, I01 U TETH U JIp.) TaKKe OKa3bIBAIOTCS 3aTPO-
HYTBHIMU TIOIOOHBIMHU MOLIMOHAJIBHBIMU peakiussMu. OHU 3a49acTyio He TO3BOJISIIOT ce0e BbhIpaKaTh
CBOM UYBCTBa U3-3a CThIJA Mepell CTPAJAaHUsIMU POUTENeld peOeHKa.

Peakuyy kaxgoro wieHa ceMbu OYEHb WHAMBUIYAJIbHBI — 3TO U OTHAJEHUE, B3aUMOIIO-
MOIIIb, KOH(IMKTHI, MOTYaHUE, TIOAABIEHHOCTh, AKTUBHAS TOJJIEPKKa, JOOpOKeIaTeTbHOe BHUMA-
Hue. VIHIuBuyanbHble peakiMi CUJIBHO BapbUPYIOTCS U 3aBUCSAT OT TOTO, UMEJICS JIM y 4YeJIOBeKa
OTIBIT BCTPEUM C OOJIE3HBIO 1 MHBAJIMJHOCTHIO, OT WH(OPMHUPOBAHHOCTU O THUIIE TMATOJIOTUH U CIIO-
co0ax MpeoIoJIeH s ee MOCEACTBUN (HarpuMep, yXof 32 OOJMbHBIM SMUJIETICHE), a TaKXkKe OT TeX
OTHOIIIEHUH, KOTOPbIE YK€ CJIOKMIUCh MEXKIY POAUTEISIMUA M PEOSHKOM, M OT YCTAHOBOK POJIUTENIEH
peOeHKa APYT 1O OTHOIIEHUIO K JPyry (MOTpeOHOCTh U30JIMPOBATHCS, Oepeyb IpyT Apyra, JeTUThCs
JpYT C APYTOM H T.IL.).

socie, intéresser e sang et "urine et non e muscle (Pldchl, 1996
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. Komrektun ABTOPOB. <<ﬂ,€'l 1 C CHHOPOMOM PerTta»

BpaTbH H CECTPHI 3aJalI0TCA BA’KHBIMH )KU3HCHHBIMHA BOIIPOCaMU

Bparps 1 cecTpbl Takxke 3a1a10T cede BOMPOCH], U MM HYKHa MOAJEPKKA B IOUCKE OTBETOB HA
311 Botpockl. «[louemy oHa, a He 17», «[louemy Mou poaUTENN TaK HECYACTHBI ?», «ByIyT 1 y MeHs
WA MOUX JIETel Takue e mpoosiemMbl?», «EcTb 1 B 3TOM MOst BUHa?», «[louemy MHe TPyIHO MpH-
IJIACUThb CBOUX JIpy3ei K cebe nomMoii?», « 5 normkeH Oyny yXakuBaTh 3a Hell U B Oyayiem 7» Borpocsl
U OIIBIT OpPaTheB U CEeCTEp 0COOOr0 peOeHKa TaKXkKe 3aBUCST, KaK U B JIIOOOH CeMbe, OT JIMYHOCTU KakK-
J0TO, OT MX BO3PACTa U MOJIOKEHHS B CEMbE, OT X 1yBCTB, SMOIMOHATILHOM 3pEIOCTH U OCOOEHHO
— OT TOTO, KaK 3TOT OIBIT MEPEKUBACTCS POIUTENSIMU, ceMbel, Apy3bsiMu. CpaBHeHHE peOeHKa C
«OCOOEHHO» CECTPOM YCIIOKHSIET MPOIIECC €ro CAaMOOTIPE/IeNIeHH I, 2 1yBCTBO BUHBI MOXET ITPUBECTU
K TOMY, UYTO peOCHOK He 3aXOueT pa3BUBAThCs, YTOOB HE CO3/1aBaTh Pa3phIB MEKy CBOMMH HaBbI-
KaMH U HaBbIKaM# cecTpbl. OIHAKO €JMHCTBEHHOTO CIIEHApHs B 9TOM CHTYyalluM HE CYIIECTBYeT —
KaX[plil pearrpyeT rmo-ceoemy. EcTb fetu, KoTopble, Ha000pOT, OIIYIIAI0T HEOOXOAUMOCTb KOMIIEH-
CHpOBATh T€ HApYIIEHHsI, KOTOPbIE OHHU BUSIT Y CBOEW CECTPHI, ¥ MOJTHOCTHIO TIOCBSITUTD ce0s1 yuede
WM CTIOPTY, TEM CaMbIM CJIOBHO 3aJIeUMBasi CBOIO M POAUTEIIbCKYIO paHy. HeKoTopble mepexuBaioT
3Ty CUTYalMIO O€3 TAKMX CTPAJaHuii, KOTOpbIe PUBOIAT K N3MEHEHMIO )KU3HEHHBIX YCTAHOBOK, OCO-
OeHHOCTH OJIM3KUX MEPekKUBAIOTCS UMH JIETKO.

Yacro y 6partbeB U cectep BO3HUKAET HEOOXOOUMOCTh TMIOTOBOPUTH 000 BCEX TUX BOMPOCAX:
00 MHBAJIMIHOCTH, O PA3IMUMIX, O TPEBOrax M CTpaxax, O TOM, Yero, Ha UX B3IJIS, KIYT OT HUX
POIUTENH.

B 3TOM Ba:)XHOM U JISTUKATHOM Pa3roBOpe HEOOXOAMMO YUUTHIBATh BCE BOMPOCHI, KOTOPHIE BO3-
HUKAIOT y KaXKJ0ro pedeHKa, HoO He onepexarh ux. HykHo ObITh BHUMATEIbHBIM K CUTHAJIaM O TOM,
YTO TAaKOW Pa3roBOp HEOOXOIUM: MOJTYaHKE, 3aCTEHUMBOCTh, 3aTOPMOKEHHOCTh, OTKA3 OT TOMOIIH
CBOEH cecTpe WM, HA0O0OpOT, Upe3MepHas ee OreKa, arpecCUBHOCTh, PEBHOCTh, perpecc, SHypes,
MMHTALMs TTIOBEACHHS CECTPHI, NETPecchsi, KOMIIEHCATOPHbIE YCTAaHOBKH (HAIpUMeEp, Ype3MepHast
CTapaTesIbHOCTD B IIIKOJIE), TPYIHOCTHU B IIKOJE U T.1.

OOpartieHre K TIOMOIIM CIIeIUaTUCTa (TICUX0JIora, CEMEMHOTO MCUXOTeparneBTa) MOXKET ObITh
HEOOXOIMMO /IJIs1 Pa3BUTHSI CEMENHBIX OTHOIIEHHH. [IpakTHKa TepaneBTUUECKMX BCTPEY MO3BOJISIET
KaXJJOMY WIEHY CEMbH MPSIMO BBICKA3aTh BCE, UTO OH AyMaeT M YyBCTBYeET, B aTMOC(epe 3aluIeH-
HOCTU Y YBaKE€HMSI K )KU3HEHHOMY OIIBITY KaXJOT0 M MPH YCJIOBHU COOJIOIEHNsT KOH(UAESHIINAITb-
HOCTH.
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Ioas

Heo6xoauMo nckaTh cemMeiiHOe H JIHYHOE PaBHOBeCH e

[Mepen ponuTeIsiIMU CTOUT Hellerkast 3aj1a4a — JOCTUYb IPABUJIBHOTO PAaBHOBECHS, B KOTOPOM
JIOJDKHBI TOHKO COYETaThCs IIOTPEOHOCTH IEBOYKH, MX COOCTBEHHBIE MTOTPEOHOCTH KAK IMapBbl, a TAKKE
noTpeOHOCTHU JIPYTUX JieTell B ceMbe. Kak Mbl OTMeuasy Bblllle, HEKOTOPbIE POIUTENN HEe TIPU3HAIOT
HapyIIeHN Y COOCTBEHHOTO peOEHKa U IBITAIOTCS MOJHOCTBIO BBUIOKHUTHCS, CTAPAsCh CENATh JIsI
HEero Bce BO3MOXHoe. EcTb U Takue poiuTesi, KOTOpbie KaxyTCsl 3aTOPMOKEHHBIMHU, 00CKYpaXeH-
HBIMH OOBSIBJICHUEM JJUArHO32, 3aCTHIBIIMMU B CBOEH MO3HIIMU TOTAIBHOTO CIIYKEHHUST PEOCHKY.

CyIIecTBYIOT | Ipyrue CocoObl 3alIUThl OT HEBBIPA3HUMO# OOMH.

B so6om ciryuae, mozei Hellb3sl OCYKIaTh 3a 9TO, TAK KaK 3aIlUIIAThCS OT TOro, YTO HEBO3-
MOJKHO TIPUHSTh, — COBEPIIEHHO HOPMaIbHO. KaxkIplil CripaBisieTcsi ¢ 3THUM, Kak MOXET.

Kaxo¥t ponurens He kenaeT Onara cBoeMy peOeHKY, He XOUeT, YTOObI OH CTaJl CAMOCTOSITEIIb-
HBIM U 00pelt Jpy3el, CBOI0 CEMENHYI0 U MPOheCCHOHAIBHYIO KU3Hb, KOTOpask COOTBETCTBOBAJIA OBl
ero crpemiieHusiM? OObsIBIICHHE TMArHO3a CTABUT II0J] COMHEHHE TIOOOHBIE Ha/IeKIbl, ¥ POIUTEIH
HIOHEBOJIE OKA3bIBAIOTCS JIMLIOM K JIMILY € 9TOM Ipodiemoii. Takum 06pa3oM BO3HUKAET MPOTUBOpE-
Yre MeXIy MX CO3HATEeJIbHBIMU M OECCO3HATEIIbHBIMHU JKEAHUSIMU U PEaIbHOCTHIO.

ITOT MyTh TpPeOdyeT BpeMeHHU

Co3zanue HOBBIX OPUEHTUPOB, BHICTpAMBAHKME HOBBIX IUIAHOB Ha Oymylee, HOBBIX HAJECK,
YIOMBJICHHE OT OTKPBITUSI HOBBIX HEOKMJAHHBIX BO3MOXHOCTEH y ceOsl I y CBOero peOeHKa —
Bce 910 TpedyeT BpemeHH. OHO HEOOXOMMMO, YTOOBI, €XKETHEBHO CTAJIKUBASICh C HEOOXOIMMOCTHIO
O0pbOBI U 3HAYUTETIFHON MOOWJIM3AIIMY YCUIIMIA, KOTOPOW TpeOyeT peOeHOK, a TaKke Aymasi O ero
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OyyIiem, 0 B3pOCJIOi )KU3HH W 00 OTHOIIEHUM K HEMY OKPYKAIOIINX, OCO3HATh OTHOCHTEIBHOCTD
IIPOMCXOSLIETO.

CeMmbH 4acTO TOBOPAT O TOM, UTO B3MJIS[Bl, C KOTOPHIMA UM IPUXOIWJIOCH CTAJIKMBAThCS B
CBOEM COIMAILHOM OKPYKEHUH, ObUIN «HEBBIHOCUMBIMIT» . TH B3IJIS/IB, 110 MX MHEHUIO, BRIPAXKan
CMYIIIEHUE, KaJIOCTh, PABHOIYIIIUE, CTPaxX, JTIOOOMBITCTBO. DTH B3I PAHIIIN MX, BBI3BIBIN Y HUX
OIIYIIEHUE TOTO, YTO OHM OTBEPrHYTHI 00IIEeCTBOM. JII0/1sIM, KOTOpbIE TaK Ha HUX CMOTPENHU, POIH-
TEJIM OTBEYaAJIU TEM KeE.

Hexkotoprle poauTeny yKas3blBalOT U HA BIUSHUE UX COOCTBEHHOTO OTHOIICHUS K MATOJIOTUH,
KOTOpOE Kak Obl IepeiaeTcsi OKpyxatoimum: «biarogapsi 0CO3HaHMIO TOTO, UTO HAIpPsiKEHUE B 00I1Ie-
HUM UCXOJMT M OT HAC TOXE, Mbl BRIpadaThiBaeM OoJiee IMCTAHTHYIO MOJE/b TIOBEICHUsI U CIIPABJIs-
€MCsl C HETaTUBHBIMU ITPOSIBJIEHUSIMUA CO CTOPOHBI OKPYKAIOLIUX» .

Coruiacue 1 rOTOBHOCTDb K H606XOIII/IMI)IM pacCTaBaHUAM

ITOT MyTh OYEHb TPYAEH ISl POAUTENIEN U3-3a IPOTUBOPEYMBOCTH BHYTPEHHUX OIIYILEHUH,
U3-32 OTHOIICHMSI COIIMAILHOTO OKPYKEHUsI K TaKUM JIETsIM, HO OoJiee BCEro — U3-3a MOCTOSTHHON
HEOOXOMMOCTH pelliaTh BOIPOCH], KOTOPBIC MYTraioT HEOJHO3HAYHOCTHIO WIIM MapajoKCaTbHOCTHIO
OTBETOB.

HaHpI/IMep, OJIMH U3 TAKUX IMapaJOKCOB — HYKHO HAYYUTHCA BHYTPEHHE OTACTIATHCA OT CBOCIO
pebGeHKa, 4ToObl TOMOYb €My JOCTHYb OOJIbIIIe TICUXOJIOrMIeCKOM HE3aBUCUMOCTH, TIOB3POCTIeTh, U
B TO e BpeMsI — IIPOJIOJIKATh YIOBJIETBOPAThH €ro Ga30Bble MOTPEOHOCTH, TPOUCTEKAIOIINE U3 HEJIO-
CTaTKa ero aBTOHOMHHM (TaK, KaK 3TO JIEJAIOCh ObI MPU yXOfIe 32 COBCEM MAJICHBKUM PEOSHKOM).
TeM He MeHee, HeCMOTPS Ha TaKyl0 MapaJOKCATIbHYIO peasIbHOCTh, HEOOXOAUMO BHJETh, UYTO pede-
HOK B3pPOCJIEET, JaXe €CIM ero SMOIIMOHAIBHBIE PEAKIIMH COOTBETCTBYIOT OOJiee IOHOMY BO3pACTy U
€ro nNo-1pexKHEMY HGO6XOIII/IMO KOPMUTD, KYIIaTh U T.[. Kamnmﬁ YEJIOBEK OJOJIKEH JOCTUYDb IICUXOJIO-
T'MYECKOW HEe3aBUCUMOCTH, M TIPOMCXOAUT 3TO OJIarogapsi BHyTPEHHEMY «PacCTaBaHUIO» C MEPBBIMU
00BbEeKTaMH CBOEH JTIOOBU — POAUTEIISIMHU.

370 paccTaBaHKe MPOUCXOIUT Ha MCUXOJIOTMYECKOM YPOBHE, a He Ha (pu3ndeckom. PeanbHast
KU3Hb TIPOJIODKAET BKJIIOYATh B ceOsi Bce Te 3a00Thl, KOTOPhIE CBSI3aHBI C IPUCYTCTBUEM B CEMbE
0co00ro pedeHKa U KOTOphIe eXeTHEBHO HeOOXOIUMBI.

[Ncuxonornueckoe paccTaBaHue HEOOXOAUMO ISl TOTO, YTOOBI TIO3BOJIUTH PEOEHKY MOB3pOC-
J1eTh (TIpY COXPAHEHUH BCeX MOJIETICH COMTPOBOKICHHS ); JIJIs1 TOTO, YTOOBI TO3BOJIUTh €My YCTAaHOBUTh
OJM3KKe OTHOILIECHUS C APYTUMH JIIOABMH, «IIOTOMY UTO POIMTENH HE Bceraa OyayT psaoM U IIOTOMY
YTO peOCHOK UMEET MPABO BCTPEYATh B )KU3HU U IPYTHX JIOACH».

[Ncuxonmornyueckoe pacctaBaHue HEOOXOIUMO U JIJIsI POTUTENIEH — [Isl TOTO, YTOOBI B UX KU3HU
OCTaBAJIOCh MECTO W ISl Cymnpyra (Cynpyru) u Jjisi Jpyrux JeTed, 9ToObl KU3Hb CEMEHHOM Mapbl
U CeMbH B IIEJIOM He (PUKCHPOBAIaCh HA OJHOM-CAMHCTBEHHOM YEJIOBEKe, YTOOBI KaXIbI MOT,
COMJIACHO COOCTBEHHOMY CTaTyCy, 3aHSITh CBO€ MECTO M BHOCHThH CBOW BKJIaJ B OOIIYI0 AMHAMUKY
CEMBH.

CrneoBatenbHO, HYXKHO TaK OPraHM30BaTh MOBCEHEBHYIO KU3Hb, YTOOBI B HEH YUUTHIBAJIMCH
KeJaHus U 0coOble IOTpeOHOCTH peOeHKa ¢ cuHAPOoMOM Petta, ero OpaTtheB U cectep (HEOOXOTUMO
BpeMsl Ha pa3/iMuHble CrienupuIecKre 3aHATUsL C JeThbMH), BCEX WICHOB CEMbH, HO OCOOSHHO —
MOTPeOHOCTH U KeJIaHUsI CaMOM CeMEWHOM Taphl.

Kaxapiit uieH ceMbl BBIOMpAeT COOCTBEHHBIN MyTh U HAKATUTUBAET CBOW CyObEKTUBHBIH OITBIT

nepeKMBaHuUs TOro (hakTa, YTO OH SIBJISIETCSl POIUTENEM, OpaTOM WJIM CECTPOH YeIOBEeKa C MHOXe-
CTBEHHBIMU HapYyIICHUSIMHU.
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WHauByyabHBIA MyTh KaXJOTO YWIEHA CEMbU IIOMOTaeT eMy 3aHSITh [10 OTHOIIIEHHUIO K peOeHKY
¢ cuHApoMOoM PeTTa Ty yHUKaJIbHYIO M PaBUIBHYIO IO3ULIMIO, KOTOpasi MOXKET OKa3aTh CYIIECTBEH-
HOE BJIMSIHME Ha BHYTpUCEMEWHbIe OTHOIICHHUSI M HA €0 COOCTBEHHOE OTHOILIEHUE K OKPYKaloLeMy

MHUDY.

POIII/ITCJII/I H ClIenMUaJJduCThI: HCOﬁXOJ]I/lMOCTb COTpyAHHNIECCTBA

TpynHO NepeoleHUTh NCUXOJIOTMYECKUIA U (PU3MUYECKUI BKJIAJ, KOTOPbIE POAUTENN BHOCAT
B Pa3BUTHE COOCTBEHHOTO peOeHKa, BaXKHOCTb TMOIIEPXKKH, KOTOpasi OKa3bIBAETCS CEMbEH, ApY-
3bsIMH, OOILIIECTBEHHBIMU OPTaHU3AIUSMH, TOCYJAPCTBOM, BAXKHOCTh COTPYIHHUYECTBA MEK/Ty CIICIIU-
JIMCTaMH, COMPOBOKAAIOIIMME pedeHKa (MeIuKamMu, pabOTHUKAMU MapaMeMIIMHCKUX CIelralib-
HOCTEH, IIearoraMm).

PebGeHky ¢ HapyIeHUsIMU pa3BUTHsI HEOOXOIMMA BCECTOPOHHSIS MOAAEPKKA, KOTOpast 0a3upy-
eTcsl Ha B3aMHOM YBa)KEHUH, OOILIIEHUH U IOBEPUH.

CnoBa MHOTMX pOAMTENIEN CBUJIETENLCTBYIOT O TOM, YTO CTPaJaHWsl UX BEJIMKH, HO TPHCYT-
cTBUe pedeHKa ¢ cMHApoMoM Perrta oboramiaer ux xu3Hb. COMHEHUs1, TOpe, YIaJoK ayXxa COCel-
CTBYIOT C HAJIeKA0M, CUJION, PaOCThIO U CMUPEHUEM.

«MexkyHapo/JHbIe IPaBHJIa»

Brith ponurenem Herpocto! Korna pedenok ¢ cunipomom Perta nosiBiisieTcsi B ceMbe, HyKHO
HECKOJIBKO pa3 IITyOOKO BIOXHYTh U BBIIOXHYTh M ITPUCTYIHUTD K M3yUYEHHIO ITPaBIJI, cOOpaHHBIX KaTn
Xanrep B «HacrosnbHol kHure o cuHapome Perrax. !

1. Heo6xoaumo nipeamnonarars, 4To peOeHOK Bac MOHUMAET.

2. PeOeHOK MOXET HyK/IaTbCsl B CHMBOJIMYECKUX MpeIMeTax, rapaHTUPYIOLIMX ero Oe3omnac-
HOCTb, HAIIPUMEP B MAJIEHbKOM IIOKPBIBAJIE WU KYKJIE.

3. BHMMAaTeIbHO OTHOCHUTECH K €r0 CTpaxaM U COMHEHUSIM.

4. Cokparaiite KOJIM4eCTBO JOMOTHUTENBHBIX CTUMYJIOB, OCTABJISAITE TOJIBKO camble HEOOXO-
JVIMBbIE.

5. O0bscHsTe peOeHKY BCe, MPEx/ie YeM HauHeTe YTO-IM00 J1e1aTh.

6. [lenaiite cuTyaluio MOHSATHOM.

7. BuiOupaiite Takue BUJIBI JESTEIBHOCTH, KOTOpbIE 3aTparvBajv Obl SMOLMHM M YYyBCTBA
peOeHka.

8. IIpoBepsiite, HOAXOMUT JIU AAHHBIN BUJ JESTEILHOCTU €ro BO3PAcTy.

9. CTpyKTypupyiiTe IeSITeIbHOCTh, COOMIONAs YETKYIO TIOCIIEIOBATEIbHOCTD ISHCTBHIA.

10. ITocnenoBatebHO CTaBbTe LIEIU: CHAYAJIA OAHY, [IOTOM JIPYTYIO.

11. ITnaHupyiite A€ATEIbHOCTD C IOMOILBIO TAKTUJIBHBIX CUTHAJIOB.

12. Vcrionp3yiiTe Takyue CUTHAIBI, KOTOPBIE TIOHATHBI peOeHKY (CJI0Ba, 3HAKHU, KAPTUHKH).

13. Heo6x0a1Mo KOMOMHUPOBATh Pa3Hble 3HAKH JIJIs TOTO, YTOObI OH HAYUYMJICS IOHUMATh Pa3-
HBIE CUTHAJIBL.

! «The Handbook of Rett syndrome», Kathy Hunter, npe3unent IRSA (Me:xmyHapoaHo#t accounanuy cuapoma Perra).
20



. Komnextus aBTopoB. «[letn ¢ cunapomom Perra»

Ce syetéme de communication consiste pour lenfant ;

14. Tlo3Bosnsiite peGeHKY CBOOOTHO IBUTAThCS B OKPYKAIOIIEM ITPOCTPAHCTBE: OOy4YeHHe Mpo-
UCXOUT Orarogapsi OCO3HAHUIO OKPYKAIOIIEro MHUpa.

15. O6ecneunBaiiTe peOGeHKa pa3HBIMK BU3YaJIbHBIMH U CITyXOBBIMH OIYIICHUSMH.

16. [JaBaiite eMy BpeMsi 1 BOBMOXHOCTb J1J151 IPMOOPETEHUsI HOBOT'O OIBITA.

17. Tlpenocrapnsiite eMy BO3MOXHOCTb ObITh AKTUBHBIM YYaCTHUKOM IPOMCXOASILETO, YUM-
ThIBasi ypOBEHb €ro (pU3NYECKOro pa3BUTHSI.

18. Ilposepsiite, ynoOHa JiM €ro 1Mo3a 1 ecTh JId Oropa.

19. 3anuceiBaiiTe Bce, YTO BB Jej1aeTe, B AHEBHUK, KOTOPBI HY)KHO BECTH Kak JIoMa, TaK U
B IIIKOJIE.

20. Bmecto Toro, 4roObl JOOMBATHCSI OT HErO OTBETa THIA «CKaXW: “3APaBCTBYH », MPOCTO
TOBOPUTE eMy: «31PaBCTBYI».

21. IIbiTasice moOynuTh peOeHKa K JIEWCTBHIO, HE TIPOCHTE ero 00 3ToM IpsiMo. ['oBopuTe 0
npeaMeTe, KOTOPbIA MOKET ObITh 1IEJIbI0 IEWCTBUS, a HE O caMOM JieiicTBun. Harpumep, BMecTo Toro
YTOOBI IPEIOKUTh: «BO3bMU KOH(ETKY», Bbl MOXETe CKa3aTh: « Tbl MOOUIIb KOH(pETKI». BMecTo
TOro YTOOBI FOBOPUTD: «V 11 32 CTOJ», BBl MOXeTe cKa3aTh: «[1upoxHele Ha crone». [ToOyxaiiTe ero
AKTMBHO JIEHICTBOBAaTh, BMECTO TOTO YTOOBI IPEINHCHIBATH EMY, UTO UIMEHHO HY)KHO JIeJIaTh.

22. JlaBaiiTe eMy JOCTaTOUYHO BPEMEHH [JIsI TOTO, YTOOBI OH MOT OTBETHUTb.

23. Mmure a5 pedeHKa (hopMbl CAMOBBIPAKEHHSI C TIOMOILBIO SI3bIKA TeJIa.

24. Korja oH HauMHaeT JeCTBOBATh, HE HAJIO MPEPBIBATH ITOT MPOLIECC CBOMMU KOMMEHTApU-
sIMH O ero JercTBusix. MlHaue ero BHMMaHue OyJeT OTBJIEKAThCS Ha TO, KAKUM 00pa3oM OH MTPOU3BO-
JUT JIVCTBUE, U OH Oy/IeT BCe BPeMsI OCTAHABJIMBATHCS.

25. Numre takue hopMbl JESATEIBHOCTH, KOTOpPblEe MOTYT MOTHBHpPOBaTh pedeHKa. MHorue
JE€BOYKH C CUHAPOMOM PerTa 00T npsTaTkCs, TOIKAThCSA, CAyLIAaTh MYy3bIKY, YUTATh KHUTH, CMOT-
peTh TeJEBU30p, KauaThCsl, €3UTh HAa MAalllMHe, IPUHUMATh BaHHY, IJIaBaTh, IYJIATh, €CTh, pacCMaT-
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puBaTh (poTorpacur 3HAKOMBIX JIIOZIEH U Nei3axe, 00IaThCs C MIaJeHI[aMU U MaJIeHbKUMU JIETbMU
(0COOEHHO CITyIIaTh MX roJIoca), a TAKKe ¢ MyKUYMHAMH.
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OO0bsaBJIeHHE IUArHO3a: y Ballero pedéedka cuaapom Perra

INackaab u I'mitom Ilapan, ponutenu MajjieH — eBouku ¢ cuHapoMom Perta; unenst @pan-
ITy3CKOM accornuaiuu cuaapoma Perra

OOBIYHO HE MEYAIIATCA O TOM, YTO B CEMbE MHOTO IETEM,
Koraa oHM KpacuBbl, XOPOLIO CIOkKEHbI, HOPMAJILHOTO POCTa
W Gnecrsiueit HApyKHOCTH,
Ho ecnu onuH 13 HUX c1ad WM He TOBOPUT HU CJIOBA,
Ero npe3upaioT, BRICMEMBAIOT, OOMKAIOT;
OnHaKO MHOTI/IA IMEHHO 3TO MAJIEHbKOE CYILIECTBO
IIpuHOCHUT cyacTbe BCEl ceMbe.

Mopane uz ckazku «Manvuuk-c-nasvuux» Llapas [leppo

JeHb, KOrjaa HaM OObSBHJIMN ANArHo3

I'aitom: D10 MOXKET MIOKA3aThCsI TAPATIOKCATBHBIM, HO JeHb, KOTJ]a OObSBUJIM IMArHO3, IIPHHEC
HaM oOJieryeHue. Y Hac JaBHO BO3HMKJIM MOJO3PEHHUS, YTO HAIll peOEHOK pa3BHBAeTCs HE TaK, Kak
ero ceepcTHUKU. B montopa roma Mamien eme He xonwia. Havamucs nocerienust Bpaueil. 11 mbl
BO3BpaH_[aHI/ICI) OT HUX B ITOJTHOM OTUYAAHHWUUN.

HaCKaJII): B CHGHI/IEUII/ISI/IPOBaHHbIX yqpemneHI/mx MbI HaCMOTpeJII/ICI) Ha OXKUJAI0IINX an/IeMa
neTeﬁ B paSHI)IX COCTOAHUAX U ponmeneﬁ, KOTOpI)Ie IIBITAJINCh UX yCHOKOI/ITb, BCE 3TO HAITOMHWHAJIO
HaMm cOopwine yoornx! B KOHIIE KOHIIOB, JEUCTBUTENIBHO, TMArHO3 MPUHEC HEKOTOPOE YCIIOKOEHHE.
HpaBay HaM CKa3aJIn HE Bpa‘H/I — OHHU TAHYJIA BpeMH 158 1/136eran1/1 FOBOpI/ITb C HAMWU. K C4HacTblo, B
O6HICCTBCHHLIX opraHmauI/mx HaAIIIUCh JII0OU, KOTOpre CyMeJII/I IIOCTaBUTh OUAT'HO3, O6’I>HBI/ITI) €ro
HaM 1 00o1puTh Hac. KoHeuHo, HaM 3HAKOM BHYTPEHHHUU MPOTECT: TOYEMY 3TO IPOU3OIILIO HMEHHO
c Hamu? Ho g yxe JaBHO He 3a/1al0Ch BOITPOCOM O TTPEBPATHOCTSIX CYIbOBI !

C nmosBaenneM MaajieH I3MEHIJIOCH TEUEHHE
BpeMEHH M ;KN3HEeHHbIe IPUOPUTETDHI
I'mitom: [lparHo3 3acTaBisieT HOTpy3UThCSl COBCEM B JIpYrylo *ku3Hb. EcTb TO, uTO OBLIO
paHblIC, — U TO, YTO IIOTOM. Kak Hu CTpaHHO, UMCHHO MbI JOJI’KHBI ObUIH YCIIOKanBATh HAIUX Onmms-

kux. [Torom HEKOTOPLIC N3 HAIlINX ley3eﬁ HCYC3JIA, [TIOTOMY YTO MHBAJIMJHOCTb OKa3aJIaChb IJId HUX
CJIUIIIKOM JKECTOKOM M HEBBIHOCUMOM BCIIbIO.
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IHosuHa

IMackanb: Tsaxenee Bcero ObUIO BHAYasE, KOrAa HE ¢ KeM OBUIO IIOTOBOPUTS. PsioM ¢ MonMu
MOIPYTaMu, Y KOTOPBIX JETH Pa3BUBAIUCH HOPMAJBHO, 1 YyBCTBOBaa ceOs OTBEPKEHHBIM CYIIe-
ctBoM. K cuactblo, Bckope 51 Oka3asiach OepeMeHHa BTOPbIM peOEHKOM (3TO MTPOMU30IILIO ellie 10 TOro,
Kak s y3Hasma o auarHoze Manen). [losxke, Omarogapsi OOMECTBEHHBIM OpraHU3allvsaM, s Hallula
JIOJIel, KOTOpble CMOIVIM MEHs1 BbIC/IylIaTh. 1 B JOATY mepe] STUMU JIOJbMHU U cama, B CBOIO OYe-
pelib, TOMOTal0 BHOBb TTPUOBIBILIUM POAUTENSIM, KOTOPbIE HAXOMSITCS B OTUYASIHUM M3-3a IMarHo3a ux
pebeHka. becuenoBeyHo roBoputh: «Bail peOGeHOK He HOpMasieH». DTH CJIOBa NOOPHIBAIOT BEPYy B
CBOM CHJIBI, & Belb HEOOXOIMMO TO/IEPKUBATh POAUTENEH, KOTOPblEe OOPAIAIOTCS 32 TIOMOIIIBIO.

I'mitom: B Hameii ’ku3HM Bce 3aMeAJIMIIOCh, IOTOMY YTO ¢ MajijieH Bce MPOUCXOIUT OYEHb
MeUIeHHO. YTOOBI BBIATH Ha YJIUILY B 9 4acoB yTpa, Hy)kHO pa30yauth ee B 6.30. [Tporyska Tpedyer
OUeHb JIONTOW MOArOTOBKH, TaK Kak ¢ MajJieH Bce OueHb CJIOKHO. PaHbllle s ObLT OUeHb HeTeprie-
JIUBBIM U JIeNlasl Bce ObICTPO; TeTeph s CTal CHOKOWHBIM, s COCPEJOTOUYMBAIOCH HA IMaBHOM. Harm
JKU3HEHHBIC IPHOPUTETHI HE TaKWe, KaK y IPYrux Jiojei. Mbl k1BeM BHe OOIIETIPUHSITON CUCTEMBbI
neHHocreil. Hanpumep, 6e3 noronu 3a Kapbepoi.

S mo mpodeccun apXUTEKTOp UHTEPhEPOB, U, ecu Obl He MajieH, Bce B MOel KU3HU ObLIO
Obl MHAaue, HO pa3Be 3TO UMEET KaKOe-TO 3HAUEHME M0 CPABHEHMIO C TeM, YTO HaM jAapuT MamjieH
U ee cecTpbl?

INackauab: MajjieH NocTosiHHO TpeOyeT K cede BHUMaHMs, U Mbl TPAaTUM Ha 9TO MHOTO CHJI U
sHepruu. C Tako¥W CUTYyaIMeil OUeHb TSKEIO CMUPUTHCS. Mbl He MOXeM ObITh 0€33a00THBIMHU, OIITY-
1aTh MpPEIecTb UMITPOBU3AINH, HAIPUMEpP, 3aBTPAKaTh MO BOCKPECEHbsM B JBa 4Yaca. Bces Harna
JKU3HB MOJIYMHEHA )KeCTKOMY puTMY MajijieH. DTo MojHas moTepst CBOOOAbL. Ecii Mbl XOTUM BBIATH
Ha YJIMILY, MbI JIOJUKHBI ObITh UPE3BBIYAHO OpraHU30BaHHBIMU. Ham oueHb MOBE3J10, YTO Hallla Cie-
[MaJIbHAasl IIKOJIa HAXOIUTCSl HeJaJleKo OT AoMa. MajjieH XOauT Tyaa Kakaelil aeHb. [1o Beuepam y
Hac JIoMa BCerja ecThb YeJI0BEK, KOTOpbIii moMoraet Ham 10 20 yacoB. Ho B BbIXOJHBIE ObIBAET TSKEIO,
MOTOMY YTO HAM MPUXOAUTCS YXaKUBATh 32 MajjieH camuM.
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MajsieH noka3zaJjia HaM JAPYIyl0 CTOPOHY KU3HU

I'mitom: Ham He HYXHO CKpBIBaTh CUACThE, KOTOPOE MbI UCIIBITHIBAEM. B HaIlIMX OTHOLIEHUSX
C JIOYEPhIO €CTh YTO-TO UyJeCHOE, KaKoe-TO 0COOEHHOE KayecTBO oOmeHus1. VIHorIa ee mprcTabHbINA
B3IJISI/L IApUT HAM MTHOBEHHE OECKOHEYHOCTH !

INackanab: D10 OueHb CHIIBHOE YYBCTBO, KOTJa OHA MPHUKAcAaeTcsl K Ballled pyKe, Tak Kak
00BIYHO OHA MaJIo OOIIaeTcs. Mekly poAUTEIsIMH, Y KOTOPBIX JIETH OOJICIOT TOM ke OO0JIe3HBIO, yCTa-
HaBJIMBAIOTCS KaKMe-TO 0COOble OTHOIIeHUs. MIHOrIa Mbl 1ake HAUMHAEM T0-0COOOMY IITyTUTh, ITO
CBOETO pojia YEePHBIN I0OMOP, KOTOPBIA MTPUHOCUT HAM BeJIMYaiiee ooJieraeHue.

I'mitom: [Io mosiBneHust MajyieH s1 ObUT OUeHb OECIIOKOWHBIM YeIOBEKOM. 51 OOsIICS] CMEpTH.
Ho teneps s cran kpemyue U HAyYWICS MBICIUTDh (PUITOCO(CKHU, HBIHE MHE KaXeTCsl €CTECTBEHHbIM,
YTO OTHAXKIBI )KU3Hb 3aKOHYMTCS.

IMackanab: Mbl 00a BBIIILIN U3 CEME, IIe HAaC B IETCTBE OYeHb OasloBai. Mbl ObLIY MIEPBLIMH,
JYYIIUMH, TaK CKa3aTh, «Be3yHYMKaMi». MaJljieH moKa3ajia HaM JAPYTyio CTOPOHY JKU3HHU, U 5 3aMe-
THJIA, YTO TETeph 51 CYUUTAI0 €CTECTBEHHBIM IIOMOTaTh JIO[M, KOTOpPbIE YYBCTBYIOT PACTEPSIHHOCTD U
oryasiHre. Ha camom fienie, oHa Hayumiia MeHsl COCTPaJaHuUIo.

I'mitom: Hazo ckazark, 4To Ge3 MoMoIiy oOIIeCTBEeHHBIX OpraHU3aluid Mbl HE CMOTJIU Obl CIIpa-
BUTBbCS ¢ Oenoil. Korma B cembe MosiBIIsieTCsl TAKOM peOEHOK, TO HYKHO OOBEMHSATHCS U OOPOThCS
coo01Ia, TOTOMY YTO JIJIsl 3THX JieTeld HeT MecTa B oomiectBe. Tereps y MajjieH peKpacHast ’KU3Hb,
MOCKOJIbKY €CTh LIEHTP, KOTOPBIN OHA €KeJHEBHO MOCeIaeT.
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Omna 3aroBopuT paHblie, 4eM MouaeT

Mapu-Tepe3a ®okcone, 6adyiika IMMbI — IeBOUYKH ¢ cMHApoMoM Perra, uinen ®panirys-
CKOM accouuanuu cusapomMa Perra

babywixa pacckazvieaem o ceoux HabAIOOEHUSX 3a pa3eumuem 601e3HU Y ee GHYUKU IMMbl

IMMa — pedeHOK HEMHOT0 0oJiee
XPYIKUH U Me/IJIATeJIbHbII, 4eM Jpyrue

Moeii BHyuke DMMe ceMb C MOJOBUHOM JieT. OHa MOSIBIJIACh HAa CBET B OJWH U3 MIOHBCKUX
BEYEPOB, U 3TO OBUIO JIJIs1 BCeX HAc OOJbIoi pagocThio. OHa ObUIa TAKMM KPAaCUBBIM PEeOSHKOM, BCE
€10 BOCXMIIIATIMCh. BCKOpe IeBOYKa MoueMy-To CTaja Ka3aThbCst HaM OYeHb XPYNKoi. be3 kakux-moo
OOBEKTHBHBIX MTPUYMH Y HAC CJIOXWIOCH BIIEUATIIEHHUE, YTO € YTO-TO YIPOKAET; KA3aJIoCh, YTO OHA
POAMIIACH CIIUIIIKOM PaHO.

[Tporwo HeckobKO MecsleB, DMMa pa3BuBaiach MenieHHo. Ham ropopunu: «He Hamo cpas-
HUBaTh Jetel». Ee cecTpa, polMBIIascs Ha Ba Tojia paHbliie, ObUla OYeHb KPEMKOU, SHEPIUYHOM, C
xopoinm ToHycoMm. Ham roBopmu: «Kaxaplii pa3BUBaeTcsi B CBOEM pUTME». DTO TaK, U MOITOMY
sl HE CJIMIIKOM CHJIBHO BOJIHOBaJjiach. Tem He mMeHee K 12 mecsiiam DMMa ele He ymesa MepeBo-
pauMBaThCsl B KPOBATKE U JIaXe He MbITalach 3TO JenaTh, He crudaia kosieHu. HecmoTps Ha 3T,
JeBOUKa ObLJTa UyJIECHOM U Ka3ajiach aOCOIOTHO HOPMAJIbHOM. Bpauu cumnrtaim, 4to ee pa3BUTHE ILIO
HOPMaJIbHO. DMMa OYeHb PAHO MPOM3HECTIa TIEPBhIE CJI0BA: «Iara» U «Mamax». Bece ropopuin: «OnHa
3aroBOPUT paHblIle, ueM mnouiet!» 5 Obuta yoekieHa, 4To peOeHOK JOJIKEeH ObUT TIOMTH camMoe TIO3/1-
Hee B rojTopa roauka. Cpok npuOIukaics, U TpeBora pocia.

OMma A€JaeT CBOU NMEPBLIC IIaru, HO 0CTAECTCA MﬂJIOIIOIIBH)KHOﬁ

B BoceMHaj1aTh ¢ MOJOBUHOUW MeECsSIEB DMMa cjieaja CBOU MepBble maru. I HUKorjga He
3a0y/y ee ¥ Hallly pafocTh B TOT Be4ep Y HaC JOMa, BO BpeMsI POXKICCTBEHCKUX KaHUKYIL. S He IOMHIO
O TePBBIX IIarax JAPyrux CBOMX BHYKOB, 9TO OBLIO HEYTO caMo coOoi pasymeromieecs. Ho B ToT Beuep
y MeHs1 ObLJIO BIIeYaTJIeHHe, YTO sl IPUCYTCTBYIO P COBEPIIICHHO HEOOBIYHOM, UYJICCHOM COOBITHHU.

Toraa s HaMBHO TOJIATaNa, YTO BCEe MPOOIEMBI PELIMIICh, YTO TeTiepb OHA OyJeT U CUJIeTh, U
BCTaBaTh — HAYHET JIeJIaTh BCE TO, YEro OHa He Jesiajia JI0 CUX MOop.

Jla, oHa MoIIUIa, HO 3a STUM HHMYEro He nocjeaoBaso. Peus Takxke ocraBanach OegHou. Hava-
JIACH ITOXOIbI K CIICHHUAJIUCTAM. B TO BpeMH y MCEHS BO3HUKIIO OIIIYI_HGHI/IG, YTO 4 11011aJia B KaKOﬁ-TO
TYHHEJb, B KOTOPOM TPeBOra MHOTa CMEHsLIaCh Ha/IekJI0M.

JIMarHo3 mocraBJjeH

Bce ato ok nBa roga. CHavasa peyb 1nia o0 aytusme. Ho ObicTpo nosiBUIIMCH crienuu-
YecKHe CUMITTOMBL: TIOTepsl peud, yTpaTa MOTOPUKH PyK. B nBa roga DMma ena mpakTHYeCKy caMo-
CTOSITENIbHO, a B TPU rOfla OHA YK€ HE MOIJIa caMa JepXkath JOKKy. Ham mpuiiioch cMupuThbes ¢
AMarHo30M, O KOTOPOM TOHAYyaly Mbl HE XOTEJIM Jake CIbIaTh, — CMHApoM Perta. MBI mbliTaiuch
BCEMHU BO3MOKHBIMHU CIIOCOOAMU UTO-JIMOO y3HATh 00 3TOM 3a00JIeBaHUU. DTO OBUIO OYEHb TPYIHO:
HUKTO U3 HAIIIEro OKPYKEHUsl, Aaxe MEeIUKU, HUUero 0 HeM He cibllaid. [ eHeTnyeckuii aHamm3
noATBepAu auarHo3. K atomy BpeMeHr DMme ObLIO YeThipe ¢ MOMOBMHOM roaa. Hago ckazartk, 4to
9TO HE CTaJIO JIJIsl MEHs CTPAIIHBIM yIapoM, — HA00OpOT, 5 kJajia yero-to nogooHoro! Ee 6one3npb
B KOHIIe KOHIIOB 00pesia UMs.
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Bcerpeua ¢ gpyrumm ceMbsIMU M ¢ Acconpanuent

Jlnst Hac ObUIO GONBIIMM OOJIETYEHUEM BCTPETUTH JIOJEH, KOTOpble HaXOMWINCh B TAaKOH ke
CUTYallMM ¥ TEM He MEeHee MPOIOIKAIM XKUTh U PaloBaThCs KU3HU.

Sl ¢ HeTeprieHreM UcKasa moOylo UH(popMaLuio 0 cuHIpoMe PeTta 1 onvicaHust KOHKPETHBIX
ciydaeB 3aboseBaHus. §1 unTana, MepeunThIBaIa U MBITATACh MOHATH CTaThH MO TeHeTHKe. S 3Hana,
YTO 3TO HUYETO He M3MEHUT B KU3HM DMMBI, HO 3TO ObLIO OYEHb IM03HABaTEIbHO. BO3MOXHO, MHOTO
MIOKOJIEHUH CITyCTSl Hallli YCWJIUS TPUHECYT IUIOABI, U JIIOAU OOJIbIIe HUKOTJA HE YCIIBIAT O CHH-
npome Perra. 9Mma — Teniepb 51 B 9TOM yBepeHa — cyacTiiBasi JeBouka. OHa o4eHb OOIIUTeIbHA 1
smormoHasbHa. Ee cectpa KiocTvH oueHb 00pa K Hell M CIIyXKUT IS Hee IPUMEpPOM. DMMa OYeHb
panyercs, KOra cecTpa €0 3aHUMaeTcsl, urpaet ¢ Heil. [leBoukam Becesio BMecte. MHorga, koraa
B3IV, DMMBI OKMBJISIETCS] M UyIeCHasl yJIbIOKa 03apsieT ee JIMIO, MHE KaKeTcsl, YTO OHa BOT-BOT
3aroBoput. Ho, K cokasneHno, OHa CIIMIIKOM OBICTPO BO3BpAIIaeTcsi 0OpaTHO B CBOW MUp. f xouy
MIOJKeNaTh CBOEH BHYUKE, YTOOBI BCIO CBOIO JKM3Hb OHA ObLIa OKPYKeHa JI0OOBBIO U YBAKEHUEM.
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CMmbIca myTH

Actpuj JIrokceit — mama Heiin, Koanus (1eBouku ¢ cunapomom Perra), Jlouca u Jlapbt

Hmemo cunopom Pemma u 0bimo uen08exom ¢ MHOMCECMBEHHBIMU HAPYUWEHUSMU He O3HAUAem
He umems 0yoyuiezo. Pooumenu evlouparom nyme 60pbOvl U XOMsN, UmMoObl HCU3HL 0COD020 pebeHKa
COCMOSNACL MOYHO MAK Jice, KAK HCU3Hb €20 Opamves u cecmep.

OTkpbITHE

CI/IHIIPOM Perta — 310 Takoe HapyImeHne, KOTOPOE HEJIb34d JUArHOCTUPOBATDh IIPpU POKICHUU.
T10 60)IC3HB, KOTOpada pa3BUBACTCA HA MPOTANKCHHUU NOJIOro BpEMEHU U KOTOPYIO OYCHb TPYAHO
OIIPEACIINTD. ITocTossHHBIE COMHEHMS U Haje:xXaa, YTO Halemy pe6eHI<y CTAHET JIy4llE, TTOITIOIIA0T
IIO4YTH BCC HAIlIXU CUJIBI.

HapaI[OKC&IILHO, HO MMCEHHO 3Ta HAaJCKJa IOoMOrjia HaM IMOCTEIICHHO CMHUPUTLCA C TEM, YTO
Halla JO04Yb OTIIMYACTCA OT APYIuX, U OCO3HATH, YTO Y HEC MHOXECTBEHHbLIC HAPYIIICHU . Ponutenu
IIeTeﬁ C CHHAPOMOM I[ayHa Y3HAKOT JUAarHo3 cpasy. A IIOMHIO, Kak A 3aBMJ0OBaJjia M. Mur ke OTKPbI-
BaJIM IUArHO3 JOYECPpU ACHb 3a IHEM, BCEM CEPALIEM HAACACh HA TO, YTO ommubdaemcs.

Henmonumanue

Hammm nepesxuBanus ycyryOnsiiiuch TeM, YTO HaM ObLJIO OY€Hb TPYIHO HAalTH Bpaya, KOTOPHIH
OBl COIIACHIICS C TeM, YTO Hallla JOYb He Pa3BUBAETCSl HOpMaIbHO. 7KoaHHa Mpolia yepe3 MHOXe-
CTBO OOCJIEZIOBAHUI: JIEKTPOMHOT PAMMBI, IEKTPOHIIE(paIOrpaMMBbI, pEHTTeHOrpadys, aHATU3BI U
T.1. Bce pe3ynbrarel B TO BpeMs ObUTH B Tpeaesiax HOPMBI: Had MOMEHM 00CAe008aHUSI HAWA O01b
OblLAA NPUBHAHA HOPMANLHOU.

Bonpocsl

B oTyastHUM MBI peluIN, YTO HYXHO B3STh CeOs1 B PyKH M CIIOKOWHO BBITIOJHSITH CBOM POJIU-
Tenbckre o0s3aHHOCTH. Kak momoub Hamemy pebeHky? Kak Hayuuth KoaHHY OpUEHTHPOBATHCS
Bo BpeMeHu? [Touemy oHa Ooutcs onuparbest Ha Horu? Kak caenath Tak, 4ToObl OHAa Havasa pa3Bu-
Batbcsi? Kak momous eii crath Onmvske kK Ham? Kak HayuuThb ee KUTh CYACTIIMBO?
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KoHen 03HakoMuUTEJIbHOT0 (pparmMeHra.

Texkcr npenocrasieH OO0 «JIutPec».

[IpounTaiiTe 3Ty KHUTY LIEJIMKOM, KYIMB IIOJHYIO JIEraJbHYIO Bepcuio Ha JlutPec.

BesomnacHo onnatuTh KHUTY MOKHO OaHKOBCKOM Kaprtoit Visa, MasterCard, Maestro, co cuera
MOOWIIBHOTO TenepoHa, C TUIaTeKHOro tepMuHana, B catone MTC wm Cesi3Hoii, yepes PayPal,
WebMoney, fAunekc.densru, QIWI Komesnek, 60HyCHbIME KapTaMu WX APYTUM YIOOHBIM Bam crio-
COOOM.
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