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AHHOTaAIUSA

OcHOBY wm3maHMsi cocTaBwil nepeBod KHUIM —«CHHApOM
Petta», onyOGIMKOBaHHOW HECKOJBKO JieT Hazan DpaHIly3ckon
accoupanmeit cuaapoma Perra. B pycckosizpluHOE M3gaHMe BOILIM
IJIaBbl, TIOCBAIIEHHBIE MICUXOJIOrO-NEAArOrn4ecKoOMy U COLIMAIBHOMY
CONPOBOXICHUIO JHOOed ¢ cuUHIpoMoM Perra, HamucaHHbIe
BeIyIIUMH (DPaHIy3CKMMHU CHELUAIUCTAMH W POAUTENSIMH —
YWIEHAMH acCOLMAlMM. B KHMTYy BKIIIOUEHBl Takke MaTepHhalibl
POCCHICKMX aBTOPOB. KIIMHMKO-AMArHOCTMYECKME U TeHETUYECKHe
acriekTel cuHApoMa Perrta mpencrtaBieHsl B KpaTKOM 0030pe,
HanvcaHHoM HeiporncuxosoroMm /. EpmonaebiM. B wactu «Barsin
u3 KoBpoBa» omyOnvKkoBaHbl THEBHUK U TicbMa Mapunbl FiBaHOBOM



— MaMmbl JEBOYKU C cHUHApOMOM Perra. B HHUX C HECOMHEHHBIM
JIUTEPATYPHBIM TaJJAHTOM OIMCaHA KU3Hb CEMbH, TIOJTHAS UCTIBITAHUIH,
MPEeoJOJIeHN U HacTosMX OTKphITUi. I[lpencraBieHHass cucrema
peabWIIMTAIIMOHHBIX M TeJarOrMYecKuX MEpONpUSTHA, a TaKke
COLIMAJIBHO-TIPAaBOBOM  MOJJIEP)KKM  MOXKET HCHOJIB30BAaThCH LIS
paboThl C AEThbMH HE TONBKO C CHHApPOMOM PeTta, HO W Apyrumu
MHOXECTBEHHBIMU HapylleHusIMM pa3BuTus. KnHura aapecoBaHa
ponuTensaM, TCHUXOJOraM, TIeJaroraM, COIMATbHBIM paOOTHUKAM,
I0PHUCTaM U BCEM, KOTO BOJHYIOT BOIIPOCH TTOMOIIA OCOOBIM JIETSIM.
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et ¢ cunapomoMm Perra
(Le syndrome de Rett,
une maladie génétique)

Cungpom Perta — mepBasi mpuyMHA MHOKECTBEHHBIX
HAPYILIEHU! TeHETUYECKOTO XapakTepa, (PUKCUpYeMBbIX BO
®pannuu. ExeromHo B crpane poxaaercss ot 25 o 40
YyeJI0BEK C 3THM 3a00JIEBaHUEM, TO €CTh OJHA JEBOYKA Ha
10-15 000 HOBOPOXIEHHBIX.

Poxnenue yeJIoBeKa C MHOKE€CTBEHHBIMU
HApYyILICHUsIMM, B YaCTHOCTH CHUHApoMOM Perra, — 3710
UCTIBITAaHWE [UIsl BceX. Dosbliasi 3aciyra 3TOM KHUTHU
COCTOMT B TOM, 4YTO B HEHl paccKas3bIBaeTcs, Kak I3TO
WCIIBITAHWE MOXHO TIpeonoseTh. [J1aBbl, TOCBAIICHHBIC
3aKOHAM M TOCTAHOBJICHUSIM, OOCCIICUMBAIOIIMM 3aIUTY
JWIl C MHOXECTBEHHBIMU HAPYIICHUSIMH, PACCKa3bl
O  MEAUIMHCKOM,  MapaMeJUIIMHCKOM  yXoie |
NeJaroruueckoil  padore, O TOBCEJHEBHON  KHM3HU
0co00ro peOEHKa W €ero CeMbHd HaIlMCaHbl YETKO,
MOHATHO, C JIIOOOBBIO, YBaXKEHHWEM U YBEPEHHOCTHIO
B TOM, YTO OOMEH 3HAHHAMH SIBJISETCS 3aJI0IOM
Hamexapl. Kpome Toro, CuiabHOM CTOPOHOW — 3TOHN
KHUTU SIBJISIETCSI TO, YTO MHOXECTBEHHBIE HapyIIeHUs
paccMaTpMBalOTCSi B HEHW C pa3HBIX TOYEK 3peHws,
B TOM 4YWCIe W C aJIMUHUCTpaTUBHOW. Khura
COIEPXUT  MaTepuasibl,  HaNWCaHHbIE  SKCIIEPTAMU-



MeIUKaMH, TeJaroraMy, COlMaibHbIMUA paOOTHHKAMH, a
TaKe poAuTeNsiMu AeTeil ¢ cuHapoMoM Perra.

I'maBa moxg HazBanmem «Wrpel wu  3aHaTHS B
MOBCETHEBHOM KU3HU» OIUCHIBAET COILIMATbHYIO CTOPOHY
npoOrembl. B 3T0ii ri1aBe moBecTBYeTCs O CTA0OCTH U CHIIE
JeTell C MHOKECTBEHHBIMU HApYIIEHUSIMH, O CTPAIaHUSIX U
PaioCTSAX UX CEME.

Ha crpanunax KHUTM OCBEIIEHB MAJIOM3BECTHBIE
¢akTel, UMeEIIMEe OTHOIIEHUE K STOMY PeaKoMy
3a0oneBannio. OHO 3acTaBiisieT HAC MOYYBCTBOBATh CBOIO
COOCTBEHHYI0 0€33allMTHOCTh. «EC/n He cuuTaTh TOro, 4to
OHAa MHBAJIWJI, OHA COBEPLIEHHO HOpMaJIbHasI», — CKa3as 6-
netHuii Jlouc, 6par KoaHHBI, IEBOYKH C MHOKECTBEHHBIMU
HapyieHusMA. YeJloBeK ¢ MHBAJIMIHOCTBIO BHI3BIBAET B HAC
YyBCTBO COCTpajaHusi, 0e3 KOTOPOro Haiie COOCTBEHHOE
CYIIECTBOBAaHME HE TPEJACTABIIsET OOJIBIION IIEHHOCTH.
WHBaIMAHOCT SIBJISIETCS YAaCThl0 HAIlleW OOINEH KW3HHU,
KOTOpasi MOJOOHA «JIECTHUIIE, IO KOTOPOH MOJHUMACIIBCS
CTymeHbKa 3a CTYNEHbKOW, HWKOTAAa He 3Hasl, 4To TeOs
KICT».

Kan-Dpancya Mameu, murnucmp 30pagooxpaneHust
MuHucmepcmeo no oenam cemvld, 3auiumaul auy, ¢ UHBANUOHOCITIBIO
U 30pa8oOXPAHEHUS]

anpenv 2002 — anpeas 2004

«OaHax/1bl, MOTHUMASICh HA TOPY, 5 3aMETUJT TE€Hb.
Korna st nomHsisics Bblile ¥ MpUOIU3UICS,
To moHsI, YTO 3TO YEeJIOBEK.



Korna g noporen ommxe,
4 yBupgen, 4to 310 Mou Opar».
Tubemckas ckaska

«... Hatmm ngetw tadt B cebe COKpOBHINA YETIOBEUECKON
AYIIH, KOTOpbIE OTPAXATCS B WX B3IVIAAAX, YJIbIOKaX,
JBVWIKEHUSX, B UX CIOCOOHOCTH TOKa3aTh HaM, YTO OHHU
TOXE SIBJISIIOTCS] TBOPIIAMH CBOEH CYIIBOBI.

OnHM 001IAI0TCS, YYaTCs W MTPOSIBIISIOT CBOM HABBIKH, HO
TOJILKO [JIEJIAIOT 3TO IMO-CBOEMY, OCOOBIM 0Opa3oM. 3HaKH
WX y4acTWsl B JKM3HM HE CTaHOBATCS OT 3TOr0 MeHee
OYEBUHBIMHU.

[Tpoxoast TpyaHbBI >KU3HEHHBI MyTb, CBSI3aHHBIA C
TSKEJIOW MEIUIIMHCKOW TMAaTOJIOTHUEH, HAIll JIETU TOJAI0T
HaM TIpUMep MYXeCTBa, CTOMKOCTH M TeprieHus. Bee 370,
HECMOTPSI Ha CJIOKHOCTh €KETHEBHOTO YXOfia, OTKPBIBAET
repe]; HaMu HOBOE >KM3HEHHoe u3MepeHue. Hamm petu
HAIpaBJISIOT Hallle BHUMaHUE Ha 3HAYMMBbIE, CYIIIECTBEHHBIE
CTOPOHBI OBITHSI M IOMOTAIOT HaM Pa3BUBATh B ceOe BaKHbIS
KauecTBa: BHUMaHHME K OMKHEMY, yMEHHE CIyIIaTh
JPyroro...»

Ompuigox  u3z Ookymenma «XKumv u Ovime: Manughecm
Dpanuysckoii accouuayuu cunopoma Pemma 6 sawumy auy c
MHOHCECMBEHHBIMU HAPDYULEHUAMU»



IIpeaucaoBue K
¢ paHny3CcKOMY U3 JAHUIO

BruiTh poauTenieM novepu ¢ cuHapoMoM Perta — Hactosiiee
UCTIBITAHUE. DTO JKU3Hb, TIOJHAS TSIKENIBIX TepeKUBAHWMA, HHO-
rJa — OTYasiHbsI, HO B HEH €CTh MECTO M MUHYTaM OOJIBIIION pa-
JOCTH W MHTEHCHBHOTO OOIIEHHUS ¢ peOEHKOM; 3TO TIOJIe3HbIe
BCTPEYN C POIWTENISIMUA, C BHUMATEIbHBIMU CIICIIUAACTAMHU, C
Ipy3bsIMA U MHOTMMH JIDYTUMU JIIOJJbMHU, KOTOPbIE MPOXOAST
3TOT IyTh BMECTE C HAMH. . .

[1yTh, IO KOTOPOMY MBI HJIEM, YACTO HE 3Has, YTO HAC XKJIET,
MOXOX Ha JIOPOTY B TyMaHe. DTO BBI30B, KOTOPHIA OpocaeT Ham
’KU3HBb U KOTOPBIA MBI IOJKHBI IPUHSTD. DTO XKeJIaHue MOOSTUTh
cuHapoM PetTta, oT KoToporo crpagaer 1 pedeHok u3 10—15 Thi-
csau. CozepkaHne 3TOM KHUTH — He KPUK OTYasHUS WM OONH,
a nH(OpMAIUS W OMUCAHKE OIBITAa, HAKOIUIEHHOTO B OOphOe C
3a00JIeBaHUEM. ABTOPHI — CIICITUATUCTBI, POAUTEIIN U MX €IHHO-
MBIIIIEHHUKH.

KHura npegHa3HaveHa 1Sl Bpauel-TeparieBTOB U CIICIHaIH-
CTOB, JUIsl PE/ICTABUTENIEN MapaMeJUIIMHCKUX MPoeccHil, cre-
IIUAJIBHBIX TIEaroroB, JIs TIOJIMTHKOB W PYKOBOIUTENIEH CIie-
[IUATM3UPOBAHHBIX YUPEKICHUN U, KOHEYHO, JJIsl POAUTENIeH 1
OJIM3KUX HAIIUX JETEM.

B kHure comepKuTcs MHOTO TMEJarormyeckux MaTeprasios,



OHA 3HAKOMMT POIUTENIEN C COBETAMH CIIELIMAIMCTOB.

Ota KHUra — Pe3y/bTaT KOJUIEKTUBHOW paOoThl, CTaBIIIEH BO3-
MOKHOH Orarofapsi COBMECTHBIM YCHITASIM MeJUIIMHCKOTO 1 Ha-
yu4HoOro cosera, [lapameguuumHckoro copera U AJIMAHUCTPATUB-
Horo coBeTa ®paHITy3cKor accoluanyy cuHapoma Perra.

MBbl1 HaieeMcsl, UToO IJ1aBbl KHUTH, a TaKKe JIMYHbIE CBU/IETEb-
CTBa pPOAMTEJIE CMOTYT MpUBJIeYb BHUMaHUE (DPAHILYy3CKOIO U,
CMEeeM JyMaTh, €BpOINEICKOro ooOIecTsa K JaHHON mpobieme.
[TocpencTBOM 3TOM KHUTM Mbl XOTUM OOPaTUThCS K MOJIUTHYE-
CKHUM JIEATENISIM U PYKOBOIUTEIISIM YUPEKASHUM, YTOOBI CKa3aTh
UM, YTO HalllM JIoYepy ¢ CUHAPOMOM PetTa npex e Bcero siBiisi-
I0TCSl IETBMU U JIMYHOCTSIMHU.

Ham kaxeTcst eCTeCTBEHHBIM U HEOOXOIMMBIM, YTOOBI BJIACT-
HbIe CTPYKTYPBl COBMECTHO C KOMITETEHTHBIMU OOIIECTBEHHBI-
MU OpPraHU3alMsMU MPUHSIIA COOTBETCTBYIOIUE MEPbI AJIsl TO-
ro, 4yTOOBI JTIOJY C MHOXECTBEHHBIMH HApyLIEHUSAMHU KWIN KaK
MOXHO JIy4IlE.

Mu1 GrarogapuM CIOHCOPOB, KOTOPBIE TIOMOTJIM HAaM B Ty OIu-
Kalluy U pacrpocTpaHeHNH 3TON KHUTU. MBI GnaromapiM Bcex
aBTOPOB, KOTOPBIE YAEJIWIN BpeMs padoTe Hajl TUM U3/IaHUEM,
B YaCTHOCTH, NMpe3uIeHTa MeIUIMHCKOrO U HayYyHOro COBETa
DACP CumoH KWibreHKpaHil, KOTopasi HaC OYeHb MoJiepKaa
¥ THIATEJIbHO OTPEAAKTHPOBAJIA CTAaThU, HAITMCAHHbIE CTIEIAIIH-
CTaMH.



IIpeauciaoBue K pPyCCKOMY H3JaHHIO

Hetu ¢ cungpomom Petrta, Kak u apyrue ocoOble JeTH, HyX-
JAI0TCS HE TOJIBKO B MEAMIIMHCKON MOMOIIM, HO ¥ B CHELHaIb-
HOM TICHXOJIOTO-TIEIATOTMTIECKOM COTIPOBOXKICHUM U OOyUESHUH.
[Ipu 3TOM OYeHb BaXHO, YTOOBI MX OKPYXaJIU JIIOAU, KOTOpPHIE
HOHMMAIOT OCOOEHHOCTH JIaHHOTO HapyIIEHHUs], 3HAIOT CHJIbHBIE
¥ cy1a0ble CTOPOHBI STUX JETel ¥ MOT'YT OKa3aTh UM KBAJIH(PHILIU-
POBAHHYIO TIOMOIIb U TIOJJIEPKKY.

3a pyOexkoM BBIXOAUT OOJIBIIIOE KOJIMYECTBO CTaTell U KHUT,
HOCBSIILIEHHBIX CUHIPOMY PeTTa u 1pyruM MHOKECTBEHHBIM Ha-
pyuenusM. K coxanenuio, Ha pycCKOM si3bIKe JIMTEpaTypa Ha
3Ty TeMy [UIsl TIeIJarOroB M POOUTENeld O HACTOSIIEr0 BpeMEHH
NPaKTHYECKU OTCYTCTBOBAIA. OCHOBY HACTOSIIETO U3AHUS CO-
craBuJI nepeBof KHUTM «CuHapoM Perta», U3naHHON HECKOIb-
KO JieT Ha3a] PpaHily3ckoi accoumanuent cuiapoma Perra. [o-
CKOJIBKY Hallla KHUTA MIpeIHa3HauYeHa B TIEPBYIO OUYepeb Meaaro-
ram, TICUXOJIOTaM U pOAUTENISIM, BMECTO IJ1aB, MOJAPOOHO OITUCHI-
BAIOIMX MEULIMHCKUE, JUArHOCTUYECKHE, TeHETUYECKUE U APY-
TYe CrielMaibHble aCTIeKThl CMHIpoMa PeTTa, B mocinenHeil riase
MBI IPUBOAMM KPATKUI 0030p 3apyOeKHBIX UCCIICJOBAHUH.

B TO xe BpeMsi Mbl pelvI COXPaHUTh Te IJIaBbl KHUTH, B
KOTOpPBIX TOBOpUTCS O (popmax rnomory Bo Ppanimu retsam ¢
MHOKECTBEHHBIMU HApYILIEHUsIMHU, 00 OCOOEHHOCTSIX (hpaHILy3-
CKOTO 3aKOHOJATENbCTBA M O IESATETbHOCTH POTUTENHCKON acCo-



nyanuu. DTa nHpopMarys KaxeTcs HaM TOJIe3HOM U JIJis PoC-
CHIICKOTO YUTATEIsl, [IOCKOJIbKY POJUTEIN U CIEUATUCTHI B Ha-
IIe¥ CTpaHe celyac UIyT CrIocoObl 3aKOHOIATENTBHO 00ECTICUUTh
a/IeKBaTHYI0 PeaOUIMTAIIMOHHYI0 U 00Pa30BaTE/IbHYIO0 TIOMOIIIb
JeTsIM C HapYIIEHUSIMU Pa3BUTHsL. DTU IJIaBbl MOTYT MIPEAOCTa-
BUTh BaXHBIA MaTepuas JJis pa3MbIIUICHUs U U3YYEeHHUs] I0pU-
CTaM U TOCYAApCTBEHHbIM UMHOBHUKAaM, OT KOTOPBIX 3aBUCUT
NPUHSATHE PellleHNi, BIUSIONIUX HA )KU3Hb OCOOBIX JIeTell B Ha-
IIel CTpaHe.

KHura MOXeT CITy’KUTh XOPOIITM BBEJICHHEM B ITPOOIeMy Kak
IUISl TeX, KTO XOUeT pa3o0parhCsi B OCOOCHHOCTSAX Pa3BUTHUS U
CONPOBOXJIEHUS JIeTell ¢ cMHApoMoM PeTta, Tak u aJis Tex, Ko-
r'0 MHTEPECYET MOMOIIb IETSIM C MHOKECTBEHHBIMU HAPYIIICHU I
MU B Oosee mmpokoM acnekte. Cuaapom Perra, kak mo6oii re-
HETUYECKUI CUHIIPOM, UMEET CBOIO Crielin(UKY; B TO e BpeMs
crcTeMa peabWIUTAIIMOHHBIX U MEaroruuecKux MepONnpHUsTHIA,
KOTOpasi MpeJylaraeTcsi B 3TOM KHUTE, JOCTATOUHO YHUBEPCAIIb-
HA ¥ MOXET UCIMOJIb30BaThCSl B TIOMOIIM JIETSIM C Pa3IMYHBIMU
HaApYIIEHUSIMU PA3BUTHSL.

OcoO6biii MHTEpeC mnpeacTaBiseT yacth «B3rsn u3z Kopo-
Ba» — ucrtopusi Maimu MBanoBoi. BriepBeie onu ¢ Mmamont Ma-
puHOM npuexaim B MockBy n3 ropoaa Kosposa Bianumupckon
obnactu B Hos1Ope 1995 rona, koraa Maitie Obu10 2 rofa 8 mecs-
1eB. MapuHa npuBesfa ¢ coooil JHeBHUK 0 MarHoii sxusnu. C
TeX MOp OHU NpUe3kKav 2—3 pa3a B rofl JJisl 3aHSITUI U KOHCYJIb-
Talui, a B IPOMEKyTKax MapurHa rnucajia rejiaroraM nogipoOHbie



MUCbMa, KOTOPbIE MOMOTaIM MPECTaBIsATh COCTOsiHue Maiu u
BUJIETh, YeM HAITOJTHEHa ee XU3Hb JioMa. Maiiia Oblia epBbiM B
LleHTpe JleueOHOM TleJaroruku peOeHKoOM ¢ CUHHIpoMoM Perra,
MO3TOMY TOHAYaJly Mbl 3aHUMAJIUCh C HEW, UCXOAs U3 HAIero
OTIbITa PAOOTHI C IPYTUMHU JIETBMH, UMEIOIIIUMHI MHOKECTBEHHbIS
HapyieHus. [To Mepe 3HakOMCTBa ¢ IPYTMMU JEBOYKAMM C CUH-
apomoM Petta, a Takke MaTepuaiaMmu 3apyOekHbIX UCCIIeI0Ba-
HUH y HAC NOSIBJISLIMCh HOBBIE 3HAHUS U B TO € BPeMs IIOATBEP-
KJAIMCh MHOTME HAalIM Aoragku. Mel yuriin Mamy, a Maina u
Mapuna — Hac. 13 nucem MapuHbl U cTaten (ppaHIly3CKUX Po-
JUTEJIEN Y CIEIUAIMCTOB BUIHO, KaK MbICJIb Pa3HBIX JIO/IEW IBU-
KETCS IOXOKUMHU MYTSAMU, HE3aBUCUMO OT BHELTHUX, BO MHOT'OM
TaKUX KOHTPACTHBIX, YCIIOBUI.

[luckma OYeHb MCKPEHHHE, KUBBIE M, KAK OTMEYAlOT MHO-
rOUMClieHHble YuTaTtend (MMchbMa OMyOJIMKOBAaHbI Ha caiite
www.osoboedetstvo.ru), oueHb BJOXHOBJISIOMIKE. MHOKECTBO
TBOPYECKUX UJIEH, HE TOJILKO CBSI3AHHBIX ¢ MalIMHBIMU 3aHSITH-
SIMU, HO ¥ TIPOHU3BIBAIOIINX BCIO )KU3Hb CEMbU, CTOUKOCTD U OII-
TUMU3M MapuHbI B )KU3HEHHBIX TPYAHOCTSIX, a TAK)KE HECOMHEH-
HBII JINTEPATYPHBIM TAJaHT JIENAI0T 3Ty 4acTh KHUTU HE TOJb-
KO I0JIE3HBIM, HO U OYEHb UHTEPECHBIM, /1aK€ 3aXBaThIBAIOIINM,
yTeHreM. MBI TTyOJIMKyeM OTPHIBKY U3 JIHEBHUKA W HEOOJIBIITYIO
4yacThb MUCEM, a TaKkKe CTUXOTBOpeHuEe W courmHeHue Haraiu,
Marmmmnon cectpsl (ceituac Mainie 15, a Hataie — 13 nier).

B knure ucnonbs3zoBanbl potorpadun u3 ppaHIiry3cKoro uza-
HU4, a Takxke poTorpapuu, MpeIoCTaBIEHHbIE POIUTEIAMHU POC-



CUICKUX JAeBOYeK ¢ cuHapomMoM Perta, 3annmasiuxcs B LIJIIT B
paszHbie rofpl. PoTorpaduy He WLTIOCTPUPYIOT TEKCT; Mbl IIOME-
CTUJIA UX, YTOOBI IIOMOYb YUTATENIO YBUAETh KPACOTY M OOAasTHHE
9TUX JEBOYEK, MOUYBCTBOBATh CUJIYy MX «TOBOPSIIErO» B3MJIsIa
¥ YJIBIOKY TPY HEBO3MOKHOCTH OOIIATHCS APYTUMU CIIOCOOAMHU.

Xouercs mooIaroiapuTh BCEX POIUTEINIEH, Pa3pervBIIIX UC-
NoJb30BaTh B KHUre (ororpaduu ux nereil. Ocodas Onaropap-
HOCTb — MapuHe MBaHOBO# 3a pa3pellieHre Ha MyOIMKaIMIo TH-
ceMm.

Bripaxaem riryOOKyI0 TpU3HATEILHOCTD 32 COAENUCTBHUE B TIOJI-
rOTOBKe Hactosiiero uzganusi Kpucrtune Anmiec 1’'Opuak, py-
koponutemo aenerauuu EBpornbl 1 CHIT MexayHapogHoro ka-
Tonmveckoro 0po pedenka (Bice), Kpuctuan Pok, nupekropy
®paniy3ckon acconmanuu cuaapoma Perra u Mapky Cannpe-
HY, YWIEHY 3TOU aCCOIUALIUH.

Mapus /lumenwmeiin, 1leHTp JIedeOHON Megaroruku



AKu3Hb pedeHKa ¢ CHHAPOMOM
PeTTa 1 €ro 0JM3KUX




JINYHOCTHL M ee OKpYyKeHue:
SMOIIMOHAJbHBIN OIBIT

Anxenuk Jlarrepan, ncuxonor (Tymysa)

Yenosex ¢ cunopomom Pemma npedicoe 6cezo — auunocme.
Tcuxonoe Andxceaux Jlammepao npeonazaem kaouu K OOUEHUIO
C HaWUMu 0emomu, NOOX00s. K SMoii npobaeme ¢ 6ONLULOL Oenut-
kamnocmuio. Ha camom coepemenrom yposue oHa paccmampu-
8aem 80NPOChHl, CEA3AHHbBIE C CeMbell, POOUMENSIMU, OPAMbSIMU U
cecmpamu, nepaole Y3HAGUUMU O OUAZHO3E CBOUX ONUSKUX.

Yegaosek ¢ cuvapomom Perra
— 3TO MpeKAe BCEro YeaoBeK

Jliomu ¢ curapomom Perta, Kak U Bce MbI, — 9TO JIMYHOCTH
CO CBOEN COOCTBEHHOUN IMOILIMOHAILHON XU3HbI. Kak 1 jmodoin
Jpyroy 4ejioBeK (BHE 3aBUCHMMOCTH OT TOTO, €CTh y HEro Ka-
KHe-TMO00 HapyIeHUsl WM HET), YeJIOBeK C CMHApoMoM Perra
’KUBET CBOEW YHUKAJIbHON U OCOOSHHOM JKM3HbI0. MHOKeCTBeH-
HbIe HapYIIICHHs], BhI3BAHHbIC TEHETUYECKON MATOJIOTUEH, — 9TO
o01mast 0cOOEHHOCTH JIoiel ¢ cuHIpoMoM PetTa, HO elo He onm-
CHIBAaeTCSl M HE MCUEPIIBIBACTCS UHANBUIYAIBHOCTb KaXJI0TO U3
HUX. VIMEHHO MO3TOMY YeJIOBEeK C TaKUM JMArHO30M SIBJISIETCSI



He MPOCTO «OOJTBHBIM C CHHIPOMOM PeTTa» Wi «JIMIIoM ¢ MHO-
KECTBEHHBIMH HapYIICHUSIMI» — MIPEXJIe BCEro, 3TO KEeHIIMHA
onpe/eIieHHOrO BO3pacTa, XUBYILAs B ONpeIeIeHHOM cpejie, 00-
Ja/AoIas ONpeeleHHbIMH JINYHOCTHBIMU YepTaMu U T.[., a
TaKKe UMEIOIIasl Te ke KIMHUYECKUe CUMIITOMBI, YTO U JAPYyTrue
HOCHUTEJTN JTaHHOU MaTOJIOTUH.

BakHO MOMHHUTB O TOM, YTO YeJIOBEKA HEJIb3s1 pACCMaTPUBATh
OJTHOCTOPOHHE, K00 TaKOe OTHOIIEHHE BEIET K OTPUIIAHHUIO ero
YHUKAJIbHOCTH, WHAWBHIYAIbHOCTH M He3ameHnMocTu. CBejie-
HHE JIMYHOCTH K OJJHOM U3 e XapaKTePUCTUK OOCTHSIET 3Ty JINY-
HOCTb.

B 10 e BpeMsl He ClieyeT yIpoIarh, IPUHUKATh UM CITHAIII-
KOM H[IeaIM3upoBaTh TOT (haKT, YTO JIIOAU C MHBATMAHOCTHIO —
0coOeHHbIe JToAU. DTO TeM OoJiee CyIeCTBEeHHO NP HATMYUH
MHOECTBEHHBIX HAPYIIIEHUH, JICJIAIOIINX YeJIOBeKa 3aBUCUMbIM
¥ OTYACTU HUBEIUPYIOILIMX €r0 UHAWBHUAYATIBHOCTb U €r0 0CO-
ObIli ’KU3HEHHBIN OITBIT.

OTcyTCTBI/Ie pedn HE JOJJKHO
OBITH IIOMEXO0H JJIA KOMMYHUKaAIA

Ecian 4deoBek He MOXKET BBICKa3aTh, 00JIeUb B CJIOBA CBOU
YYBCTBA, CTPAJAHUS, KEJTAHU, ITO HE O3HAYAET, YTO EMY HEUETO
CKa3arTb, ¥ YTO OH HU O YEM He TyMaerT.

OCOOEHHOCTBIO YeJIoBeKa SBJISETCS TO, UTO OH — «CYIIECTBO
rOBOpSIIEE». DTO O3HAYAET, YTO OH OJHOBPEMEHHO SIBJISIETCS



HOCHTEJIEM MBIC/IM KaK TAKOBOW U YYaCTHUKOM OOIIIEHUS C IPY-
TYIMHU.

YenoBek ¢ cuHapoMoM Perta OOBIYHO HE MOXKET TOBOPUTb.
OH o011aeTcs ¢ MOMOIIbI0 HEBepOATIbHBIX M CEHCOPHBIX CPEICTB
Y MOXET BhIpakaTh ceOst Oaroapsi skeJIaHUI0 OK PYKAIOIIUX YJIO-
BUTH U BepOAIM30BaTh CMBICTIOBYIO COCTABJISIONIYIO TAKOWH KOM-
MYHUKAIIUH.

VIMEHHO MOTOMY CEHCOpPHKA MMEET MEPBOCTENEHHOE 3HAYE-
HUE B )KA3HU YeJIOBEKa ¢ cMHIpoMoM Perra. s okpyxeHus
(ceMerHOoro, IpyX)ecKoro, MpoeCCUOHAIILHOIO) 3TO O3HAYAET
HEOOXOMMOCTh BHOBb, KaK B JICTCTBE, HAyUUThCsI OOIAThCSI HA
CEHCOPHOM YPOBHE, TPUHMMAasi BO BHUMaHUE KOHKPETHYIO CUTY-
aruio, c1adyio MUMUKY, M3MEHEHHs TOHA T0JI0ca, 3HAaYeHUe MPH-
KOCHOBEHM, 1103 U BU3YaJIbHOTO KOHTAKTA.

Oo603HaueHne CJI0OBaMU MepeKNBaHMIl
YyeJIOBEKA C MHOKECTBEHHBIMH HapyIIeHUsIMH

HecrocoOHOCTh TPOM3HOCUTH CJIOBA HE O3HAYAET, UTO CJIO-
BO, OyIyYr HOCUTEJIEM CMBICIIA, TEPSIET JIJIS1 JIOJCH C CHHIPOMOM
Perta cBOIO 3HAYMMOCTh. 1'0J10C, MMMHKA, 11032 IIOMOTalT UM
HAOJTI0/IaTh M Pa3JesIsATh T€ SMOLIMOHAIbHbIE TOHAILHOCTH, KOTO-
pbie CONIEPKATCS B PEUH.

OdeHb BaKHO HAYYUTHCSI BBIPAXKaTh CIIOBAMH TO, YTO MbI BU-
JMM Y TIOHMMaeM B ITOBEJICHUY YeJIOBeKa ¢ CMHAPOMOM PerTa B
nporiecce odmeHus ¢ HuM. Heo6Xoaumo TOBOPUTh O TOM, UTO



ceriyac OyJeT MPOUCXOAUTH (IOCKOJIBKY 3TO CHUMAET TPEBOrY,
CBSI3aHHYIO C KAKMMU-JIMO0 M3MEHEHUSIMH), ¥ 0003HAYaTh CJI0-
BaMU CBOHM TIepeKMBaHUS U YyBCTBA.

KakoB Obl HM ObLI KOHTEKCT OOIIEHHMsT (MOMEHTHI OJIM3KOIO
0OIIIeHsI, BOCCTAaHOBUTEIbHOE OOyUYeHHe U T.J.), pedb (Osaro-
Japsi UHTOHAINHN ), B3TJISIIbl, MUMHKA Y TTPUKOCHOBEHUS BCera
BBIPAXKAIOT SMOITUM, KOTOPbIE YeJIOBEK ¢ CUHIpPOMOM PeTta Mo-
KET BOCHIPUHATH. Bojiee Toro, MoXHO HaOJTI0/1aTh, KaK OH Y3HAeT
HEKOTOPBIE CJIOBA, IaXKe UCIIOIb30BaHHbIE BHE KOHTEKCTA (CJIOBA,
NPUHSATHIE B KPYTY CEMbH, MMEHA JIIOZIeH, Ha3BaHUsI HEKOTOPBIX
3HAKOMBIX U JIIOOMMBIX BUIOB AEATEILHOCTH).

OKpy,keHHI0 HEOOXOOMMO HAay4YMThCS PACIIO3HABATH KECTHI,
MHMUKY, TOJIOCOBBIE HIOAHChI, 0COObIE B3IJIS/IbI, TO3bI, TPOSIBIIC-
HUS1 HECOIJIacHsl, MOSIBJICHUE U YCUJIEHUE CTEPEOTUITNI U TUIIep-
BEHTWISLIMU — ¥ BUJETh B HUX OTEHIIMAIbHOE COOOLIEHHE, O/
Jaorieecs: pacimM@poBKe U JOCTYITHOE /7151 IOHUMAaHUSI.

He HyXHO mBITaThCs MPOESLIMPOBATh HA STUX JIOAEW CBOH 00-
pa3 JKU3HU U CBOU B3MJISJbl HA KU3Hb. DTO MPUBEIET JIMIIb K
TOMY, YTO HUBEJMPYETCs UX JINUHOCTHAS MTO3ULIUA.

Heo0xoaumplil 0ajaHC MexK Ly
nepeoneHKo JUIHOCTH U THIIePOoTeKOH

WHorga ceppe3HOCTh peaibHbIX HAPYILIEHUI IIPEyMEHbIIIaeT-



csi. DTO BiIeYeT 3a COOOU MepeorieHKy UMEIOIIUXCS CIIOCOOHO-
cTeil peOGeHKa M 3a4acTyl0 CJMIIKOM WHTEHCHBHOE CTHMYJIHAPO-
BaHUE €r0 pa3BUTHSL. B HEKOTOPBIX CITydasx 9TO MpeBpaniaeT Jio-
Oy10 CUTYalMIO TIOBCEAHEBHOM KU3HU B ITPOLIECC peadUIUTaLIY.

OkpyxeHue, JBIKMMOE KeJJaHUEeM 3aCTaBUTh peOeHKa pas-
BUBATHCS (MJIM TIPOCTO YyBCTBOM BHHBI M COOCTBEHHOTO Oeccu-
JIMST), MOKET CO3/aTh /ISl peOeHKa CUTYAINIO MTOCTOSTHHOTO JaB-
JIEHUS1 CO BCEX CTOPOH — CHUTYAlMIO, B KOTOPOW MTHOPUPYETCS
€ro eCTeCTBEHHOE XKeJIaHUE PAcCAadUThCS M HUYETo He JeNaTh.

Bcerpevatorest 1 psiMO MTPOTHUBOTIONOXKHBIE YCTAaHOBKU. OHH
CBSI3aHBI C TICUXWYECKUMH HApPYIICHUSIMUA, KOTOPbIE SIBJISIOTCS
CUMITOMaMHM 3a00JIeBaHUS, U MOTYT BBI3BIBATh Yy OJIM3KUX 00-
paTHYIO PeakIfio — CTpEMJIEHHE K rureporieke. B atom ciyuae
Uist peOeHKa He TIOIOMPAIOT HUKAKOW pa3BUBAIOIIEH MPOrpam-
MBI, & OKPYXXAIOIFe OTTOPAKUBAIOTCS OT CIOXKHOW CHUTYaIluH,
npuHKUMas Ha ceOsl Ty WIM MHYI0 poiib (00OXecTBIIeHue, odec-
nieYeHue Mpoliecca JjeueHusi, 0ercTBO, BbIBIKEHHUE COIIUAIBHBIX
TpeboBanmii). JKecTokas v Tshkenas peaabHOCTh MeaeT BUIETh
4T0-TM00, KpOME HapyIIeHUH, HeCIOCOOHOCTH, WHBAJIMJHOCTH
peOeHKa U T.J., U TEM CaMbIM HE JIaeT pacCUMTHIBAaTh HA €r0 BO3-
MOKHOCTH.

[Mpu3Hanme ¥ yBakeHNe MHAWBUIYATBHOCTH KaXJO0TO U3 Ta-
KHX JIeTei MO3BOIUT M30eKaTh KPAHOCTEH: C OJJHOW CTOPOHHBI,
HE MPEyMEHbIIATh UMEIOIIMECS Y HUX HapyLIeHUs, He NbITaTb-
Csl UIeTM3UPOBATh THX JETel WIN JeNaTh UX «HOPMaJIbHBI-
MI» (OLIEHKA CO 3HAKOM «ILUTIOC»), C IPYTOM — BUJETh B HUX HE



TOJIBKO HapyIleHus (OLIeHKa CO 3HAKOM «MHUHYC»). B 06oux onu-
CaHHBIX CITy4yasiX YeJIO0BEK UyBCTBYET ceOsl OTBEPIHYTHIM.

V¥ kaxJ0ro yesnoBeka ¢ cuHapoMoM Perra ects cBOM yMeHUA
Y HaBBIKH, XOTsI OHU MOT'YT OBbITh OrPaHUYEHbl HAPYIIEHUSIMU U
BBI3BAHHOM UMHU HECAMOCTOSITEIbHOCTBIO.

du fémur ou du bassin, |

BcecTopoHHee Npu3HAHUE JHYHOCTH

VYV moneii ¢ cunagpoMoM Perta HeoOXOoAMMO pa3BUBATH Ca-
MOYBaKeHHE, TTOCKOJIbKY UMEHHO OHO TMOJBEPraeTcsl UCTILITAHU-
SIM U3-32 MEePekUBAHUI, KOTOpPble MOTYT BO3HUKHYTh B CBSI3U
C arpakcuer ¥ OrpaHUuYeHHBIMU BO3MOKHOCTSIMU CaMOBBIpasKe-



HUSI, WIK U3-32 OECTAKTHBIX B3IJISAOB OKpyxkamommx. MiMeHHO
Orarogapsi MpPaBWILHOMY OTHOINIEHHWIO OJIM3KUX Y peOeHKa MO-
KeT chopMUpPOBATHCS CaMOYBaKeHHE M YBEPEHHOCTD B TOM, UTO
K €r0 BHYTPEHHE! )KU3HU OTHOCSITCS C TMETETOM.

[Tpu3HaHMe TMYHOCTH MOXET BBIPAXAThCS B TOM, YTO OKPY-
JKaIoIIMe CPe/iv MMPOYEro MPUHUMAIOT BO BHUMaHHE:

— crienMpuIecKre YepThl XapakTepa KaxJIo0ro 4esioBeKka, Ko-
TOPbIE OTYACTH 3aBUCAT OT T€X OTHOIIEHWI C OKPYKAIOUUMHU,
KOTOpbIe CKJIA/IBIBAIOTCSI U TIOAJEPKUBAIOTCS HA MPOTSKEHUN
MHOTHX JIeT; NTPU3HAHNE WHAWBUAYAIBHOCTH KaXIOTo, yBaxe-
HYE ¥ BHUMaHHUE K JIMYHOCTU M €€ SMOIUSAM B Pa3HBIX KU3HEH-
HBIX OOCTOATENILCTBAX;

— BO3MOXXHBIE IIEPUOIbI IPYCTU ¥ TOCKH (ICTIPECCHN ), BHI3BAH-
HbIE T€M, YTO YEJIOBEK OCO3HAET CBOE OTIIMYME OT JPYTUX, CBOH
0COOEHHOCTH, HEIOCTATOK TOTEHIIMAIBHBIX BO3MOXHOCTEH. B
TaKue NepHO/Ibl IOMOIIb OJIM3KUX MOXET ObITh BEChMa MOJIe3Ha;

— (puzrueckue 601u (60U B JKUBOTE, MEHCTPYaJIbHBIE 00NN U
T.].), KOTOPbIE YEIOBEK MOKET BHIPAXaTh PA3HBIMH CIIOCOOAMMU
(MUMUKOH, KPHKOM, KaJI00aMu, yXO/IoM B ceOsl, IJ1aueM U T.]1.);

— SMOLIMOHAIBHBIN OIBIT, TPUBA3AHHOCTA U OCOObIE SMOIIHO-
HAJTbHBIE OTHOIIEHUSI CO CBEPCTHUKAMHU, CO B3POCIIBIMU U3 CBOE-
'O CEMEWHOTO OKPYKEHHsI, IJIH ¢ 00yJaronmM repcoHaiom. Kak
M Y BCEX OCTAJIbHBIX, Y JIIOIeH ¢ cMHApPOMOM PerTta ecth cBom
npeAnouTeHus: B cepe COolMaIbHBIX OTHOIIEHUN. Brioop Tex
WIM UHBIX OTHOIIEHWI 3aBUCHUT OT JIMYHOCTH, BO3pAcTa, IoJa,
OIBITA M T.JI. CAMHUX ITHUX JIIOIEH U VX OKPYKEHHUS;



— MECTO, KOTOpO€e 3aHUMAIOT JIIOJIU C CUHAPOMOM PetTa B cBO-
il ceMbe; ITPU TOM HeKeJIaTeIbHO MO3BOJIATh UM 3aIOIHATh BCe
ceMelHOe MPOCTPAHCTBO, HO HE Cle/lyeT U JIMIIATh UX TOM 0CO-
001 posy, KOTOPYIO OHU UI'PAIOT B TUHAMUKE PA3BUTHS CEMbH.

Takum 00pa3oM, BaXKHO HAYYUTHCS BOCIPUHUMAThH YeJIOBEKa
C cUH/IpOMOM PeTTa Takum, KakoB OH €CTh: C €r0 3aBUCUMOCTBIO,
C €ro JBUraTeIbHbIMU WM MHTEJUICKTyaIbHBIMHU HAPYILICHUSIMHY,
C €ro arpeccuer M mpoTecToM, KOTOpbIe OH MHOT/IA MPOSIBIISIET,
a TaKke C ero He)KHOCTBIO, Pa/IOCThIO, YAOBOJIBCTBHEM OT OOIIIe-
HUS, TIPOKa3aMu | T.1. BakHO MpUHUMATh €ro CTpajlaHusi, ero
JIMYHOCTHBIE OCOOEHHOCTH, He BOCIIPUHMMAS TAaKOTO YesIOBeKa
KakK KepTBY.

[Nepen okpy:KeHHEM CTOWT JIeTMKATHAS 33/1a4a CHOBA U CHO-
Ba HAXOJIUTh MPABWJIbHYIO TIO3UITUIO: UCTOJKOBBIBATh TO, UTO TTbI-
TaeTcsl BHIPA3UTh YEJIOBEK C CUHIpOMOM Perrta, momorarh emy
Pa3BUBATLCS M PEeaM30BbIBATh CeOs1, HE MPEyMEHbIIIast ero Bo3-
MOXHOCTH M He TiepeolieHnBasi nx. HeoOxoiuMo HallTé rpaHb
ME3K]Ty CIIMIIKOM KeCTKMMH TPeOOBAHUSIMHU, CITUIIKOM OOJIbIIH-
MU OXUIAHWSAMH M TIONHBIM OTCYTCTBHEM Bepbl M HaJeK/bl HA
U3MeHeHus B Oy/yieM, KOTOpble BJIEKYT 32 COOON paBHOMYIIINE
K MEPCHEeKTUBaM BOCCTAHOBUTEILHOTO OOYUYEHUS.



Ansa u Maia

Y ceMbH €CTh MYyTh KU3HU

Cembe, ecTaOMIM3UPOBAHHON M TPAaBMHUPOBAHHOM TOCTaB-
JIEHHBIM PeOEHKY JMarH030M, MOJKET TaKke MOHaJ00UThCS Bpe-
M1, YTOOBI U3MEHUTh CBOM YCTAaHOBKH, OOYCJIOBJIEHHBIE YPE3BbI-
YaiiHO OOJIE3HEHHBIM OIBITOM: Be[b HAPYILIEHUE HaKJIabIBaeT
OTIEYaTOK KaK Ha CaMoro 4ejioBeKa ¢ CMHApoMoM Perra, Tak u
Ha ero OKpYyXEHHUE.

OO0bsBJIeHHE TUArHO3a: 0COOEHHO BaKHBIN MEPHO.]

OObsIB/ICHHME UAarHO3a HE TIPOXOAUT JJIs CEMbH OECCIIeTHO.



JlarHo3 uHora MOPOX/IaeT B CO3HAHUU POJIUTEJICH mapaioK-
castbHbIe 9((PEKTHI: OH MOXKET CIOCOOCTBOBATH OOPETCHUIO MU
YBEPEHHOCTH KaK PeaKIMy Ha TPEBOT'Y, BHI3BBAHHYIO Pa3BUTHEM Y
peOeHKa pa3IuYHbIX ABUraTeIbHBIX U TIOBEJCHUYECKUX HapyIlle-
HUH, HAOMIOIaeMBIM B TeUeHHEe HEKOTOPOro BpEMEHHM, WM, Ha-
000pOT, MPUBECTH K PE3KOMY YMAAKy CHUJ OT OCO3HAHUS TOTO,
9TG 3TOT JUArHO3 O3HAYAET it OyAyIero ux peOeHka.

VYnanok cuj COmpoBOXK/IAeTCsl TPEBOrOM Tepesi HEM3BEeCTHO-
cteio. YacTo B nymie poauteniell BOZHUKAeT MHOKECTBO MPOTH-
BOPEYMBBIX UyBCTB: OITyIlIeHIe COOCTBEHHOW BUHBI, THEB, JKeJla-
HHe, YTOOBI BCE MPEKPATUIIOCh, TPYCTh, TPEBOTa, JTIOOOBb, HEX-
HOCTb, PaIOCTh, COUYBCTBHE, HaJIeXK A U T.]1.

[Tocne oOBsABICHKUS AMArHO3a HEOOXOAUMO MPOSIBUTH CaMO-
o0Ja/laHKe U CJIE/IUTh 3a TeM, YTOObI MTHTEHCUBHOCTD M TIPOTUBO-
PEUYMBOCTb TUX YYBCTB HE OKa3aJM OTPHIIATEIbHOTO BIIMSTHUS
Ha peOeHKa ¢ cuHapomoM Petta, a Takke Ha ero OpaTheB, cecTep
Y Ha caMuX poauTesied. BaxxHo, 4TOOBI KaXIbIi YWIEH CEMbH CMOT
OTIPENIeTNTS JJ1s1 ceOst HEOOXOIUMYIO TUCTAHITUIO TTO0 OTHOIICHUIO
K JIeCTPYKTUBHBIM M MOITHbIM aphekTam (1yBCTBO BUHBI, THEB,
Jernpeccusi, oTpulianue u T.1.). CyIecTBeT pucK Toro, 4To Kax-
JIBIA 3aMKHETCSI B CBOMX TIEPEKMBAHUAX. DTOT MOMEHT SIBJISICT-
Cs1 UCTIBITAHUEM JIJISI BCEX, KaK/IbIA TIEPeKUBAET €Tr0, TPOSIBIISIS
CBOM CUJIbHBIC WJIH CJIA0BIE CTOPOHBI.



PoaureassM He00X0JUMO FTOBOPHTH HA
9Ty TEMY MeKy CO00M 1 ¢ JPYTrUMH

Hekotopsie cynpyru, Gecco3HaTeslbHO *kenast yoepeub JIpyr
Jpyra, He XOTAT WJIA HE MOTYT TOBOPUThH JIPYr APYry O TOM,
910 YyBCTBYIOT. [logoOHOE OTCYTCTBHE KOMMYHHUKAIIUU MOXET
naryoHO CKa3aThCsl KaK Ha UX OTHOIIEHHWSAX MEXIy COOOM, Tak
Y Ha CEMENHBIX OTHOIIEHUSIX B 1I€JIOM (HarpuMep, MOsBJISETCS
HEXeJIAaHWE BCTPEYAThCsl CO CBOMMU poautensamu). Hekotopsim
CO BPEMEHEM YJAETCS U3BJIEYb CUJIBI U3 3TOTO KMU3HEHHOTO OITbI-
Ta.

Hpyrue uneHbl cembu (6aOyIIKU M ACAYIIKH, ISI0U U TETU
U JIp.) TaKkKe OKa3bIBAIOTCS 3aTPOHYTHIMU MOJOOHBIMH SMOIIAO-
HAJIBHBIMU peakiusiMu. OHU 3a9acTyI0 He TIO3BOJISIIOT ceOe BbI-
paxkaTh CBOM YyBCTBa M3-3a CThIJIa TIEPE]] CTPAAAHUSAMU POAUTE-
Jieil peOeHKa.

Peak1nu kax/10ro 4jeHa ceMbU OY€Hb UHIUBUYaJIbHbI — 3TO
Y OTAQJIECHUE, B3AaMMOIIOMOIIb, KOH(JIUKTHI, MOJTYAHUE, MOJIAB-
JIEHHOCTb, aKTUBHAs MOJJIEPXKKa, T0OpokenaTeIbHOe BHUMAHUE.
WuauBuyanbHble peakKMM CUIIBHO BapbUPYIOTCS U 3aBUCSAT OT
TOTO, UMeJICS JIM y YeJIOBEKa OMBIT BCTPEUH C OOJIE3HBIO U MHBA-
JIMJHOCTBIO, OT MH(POPMHUPOBAHHOCTU O TUIIE MATOJIOTUU U CIO-
cobax mpeosIoIeH s ee TIOCIIeACTBUN (HarpuMep, yXo[ 3a 00Jb-
HBIM SMUWJIETICHEN), a TAK)KE OT TEX OTHOIIEHUH, KOTOPBIE yXke
CIIOXKUJIVCh MEKAY POOUTENSIMA U peOEHKOM, U OT YCTAaHOBOK



ponuTtenel pebeHKa JpyT MO OTHOIIEHUIO K APYTY (MOTpeOGHOCTD
W30JIMPOBAThCS, Oepeydb APYT Ipyra, JeJUThCS APYT C APYTOM U
T.IL).

socid, intéresser le sang et 'urine &t non e muscle (Plichl, 1996]

bpaTbs 1 cecTpbl 3aa0TCA
Ba’KHBIMH >KM3HEHHbIMH BOIIPOCaMM

BpaTbst 1 cecTpbl Takke 3aAal0T cede BOIPOCH], U UM HyKHA
MOJIIEPKKA B TIOMCKE OTBETOB HA 3TU BOIPOCHL. «Ilouemy oHa, a
He a17», «[loueMy MoU poauTenu Tak HeCYacTHbI ?», «bynyTt i y
MEHS WM MOMX JIeTel Takue ke mpooiembl?», «EcTb 1 B 3TOM



Mos1 BUHA?», «[loueMy MHe TpyJHO MPUIIIACUTh CBOUX JPY3el
K cebe momon?», «5 momken Oymy yxaxuBarh 32 Hed U B Oy-
ayiieM?» Bormpockl u onbIT OpaTheB U cectep oco0oro pedbeHka
TaK)Ke 3aBUCSAT, KaK M B JIIOOON ceMbe, OT JIMYHOCTU KaXKIOro,
OT UX BO3PACTa U TOJIOKEHHS B CEMbE, OT UX UYBCTB, SMOIIAO-
HAJIBHOM 3PEJIOCTH U OCOOEHHO — OT TOTO, KaK 3TOT OITBIT Mepe-
KUBAETCs POOUTENISIMH, CeMbeid, Tpy3bsiMu. CpaBHEHUE peOcH-
Ka C «0COOEHHOI» CEeCTPOM YCIIOXKHSIET MPOIIECC ero camooripe-
JeJIeHus, 2 YyBCTBO BUHBI MOXKET MPUBECTH K TOMY, UTO pede-
HOK HE 3aX04YeT Pa3BUBAThCSI, YTOOBI HE CO3/1aBATh Pa3phIB MEXK-
1y CBOMMH HaBBbIKAMU U HaBbIKaMU cecTpbl. OIHAKO €IMHCTBEH-
HOT'O CLIEHapHsi B 9TOM CUTYallUW HE CYILECTBYET — KaXK/Ibli pe-
arupyet mo-ceoemy. EcTb netu, Kotopbie, HA0O0pOT, OIIYIIAIT
HEOOXOIMMOCTh KOMIIEHCHPOBATh T€ HAPYIIIEHUs, KOTOPbIE OHU
BUJIAT y CBOEH CECTPBI, U TIOIHOCTBIO TOCBATUTH ceOsl yueOe riu
CIOPTY, TEM CaMbIM CJIOBHO 3aJIeYMBasi CBOIO U POJUTENILCKYIO
pany. HekoTopbie epexuBaioT 3Ty CUTYaIHIo 0e3 TaKUX CTpaja-
HUIA, KOTOpPbIE IPUBOAAT K U3MEHEHUIO )KU3HEHHBIX YCTAHOBOK,
0COOEHHOCTH OJTM3KUX TIEPEKUBAIOTCS UMH JIETKO.

Yacro y OpaTheB U cecTep BO3HHKAET HEOOXOIUMOCTD TOTO-
BOPHUTH 000 BCEX ITHX BOIPOCax: 00 MHBAIMIHOCTH, O Pa3IUIH-
SIX, O TPEBOTaxX M CTpaxax, O TOM, Yero, Ha UX B3MJISM, KIYT OT
HUX POIUTEIIH.

B 3TOM Ba)}XHOM U JIEJIMKATHOM Pa3roBOpe HEOOXOAUMO Y4UH-
THIBaTh BCE BOMPOCH, KOTOPbIE BOHUKAIOT Y KaXJIOro peOeH-
Ka, HO He omnepexarb ux. Hy)kHO ObITb BHUMATEIBHBIM K CHUT-



HaJIaM O TOM, YTO TaKOW Pa3roBOp HEOOXOAWM: MOJYaHUE, 3a-
CTEHYMBOCTb, 3aTOPMOKEHHOCTh, OTKa3 OT MOMOIIU CBOEH CECT-
pe win, Ha0OOPOT, Upe3MepHasi ee OreKa, arpeCCUBHOCTb, PeB-
HOCTb, pErpecc, Hype3, UMHUTALMS IOBEJCHUS CECTPBI, JAeIpec-
CHs1, KOMIIEHCATOPHBIE YCTAHOBKU (HapuMep, ype3mMepHasi CTa-
paTesIbHOCTD B IIKOJIE), TPYAHOCTU B IIKOJIE U T.1I.

OopariieHue K MOMOIIM CrielnuaircTa (MCUxXoiora, CeMeHO-
ro NICUXOTepareBTa) MOXeT ObITh HEOOXOIMMO ISl pa3BUTHUSI Ce-
MEWHBIX OTHOIIeHU!. [IpakThKa TepaneBTUUYeCKuX BCTpey IM03-
BOJISIET KAKAOMY YJIEHY CEMbH MPSIMO BBICKA3aTh BCE, UTO OH [Iy-
MAaeT 1 YyBCTBYET, B aTMOc(hepe 3alUIIEHHOCTH U YBaXEHUs K
’KU3HEHHOMY OIBITY KaKI0TO M MPU YCIIOBUU COOMIOIEHUST KOH-
(puaeHIMaTbHOCTH.



Heo0x0ammMo HCKATHL ceMeHHoe
1 JIHYHOE PaBHOBeECHE

[Nepen pomutensiMu CTOMT HeJlerkas 3aja4a — JOCTHYb IIpa-
BUJILHOTO PaBHOBECHUS, B KOTOPOM JIOJKHBI TOHKO COYETAThCS
HOTPEOHOCTU JIEBOYKH, UX COOCTBEHHbIE MOTPEOHOCTH KaK Ma-
pBI, a Takke MOTPeOHOCTH JIPYruX JieTeld B ceMbe. Kak Mbl OT-
MeYaJi BbIIle, HEKOTOPBIE POAUTEN HE TMPU3HAIOT HAPYIICHUH
y COOCTBEHHOTO peOeHKa U IMBITAIOTCS TTOJTHOCTHIO BBUIOKUTHCS,



crapasich CIeNarh JIjIsl Hero Bce Bo3MokHoe. EcTb 1 Takue poau-
TeJI, KOTOPbIE KaXKyTCsl 3aTOPMOKEHHBIMHU, 00CKYPaKeHHBIMU
00bsIBJIEHHEM JIMArHO3a, 3aCTHIBIIMMU B CBOEH MO3UIIMU TOTAJIb-
HOTO CJTy)EeHHUSI peOCHKY.

CyIIecTBYIOT U JpYyrue CrocoObl 3alllUThl OT HEBIPA3UMOM
60mm.

B noGoM ciydae, Jofiel Helb3sl OCYXKJIaTh 3a 9TO, TaK Kak
3aIHIIATHCS OT TOTO, YTO HEBO3MOKHO MPUHSATH, — COBEPIIIEHHO
HOpMaJTbHO. KaxkIplii CripaBiIsieTCst C 9TUM, KaK MOJKET.

Kaxko#i ponutenb He kenmaer Onara cBoeMy peOeHKy, He XO-
YeT, YTOOBl OH CTaJl CAMOCTOSITENIbHBIM U 00pest Jipy3eH, CBOK
CeMEeNHYI0 1 PO(ECCUOHATIBHYIO KHU3Hb, KOTOPast COOTBETCTBO-
BaJsia Obl ero crpemiieHusiM? OObsIBJICHUE TUarHO3a CTABUT TO]I
COMHEHWME MOI00HbIE HAJICHK/Ibl, U POIUTEIN MTOHEBOJIE OKa3bIBa-
I0TCS1 JIMIIOM K JIMILY € 3TOi npodnemont. Takum 0Opa3oM BO3HH-
KaeT MPOTHBOPEUME MEK/Ty UX CO3HATEIbHBIMU U OeCCO3HATETh-
HBIMU JKEJIAHUAMU ¥ PEATBHOCTBIO.

TOT NyTh TPeOyeT BpeMeHHU

Co3naHne HOBBIX OPHEHTHPOB, BHICTPAMBAHIE HOBBIX TUIAHOB
Ha Oyayllee, HOBBIX H/IEKH, YAUBJIECHHE OT OTKPBHITUS HOBBIX
HEOKMJAHHBIX BO3MOXHOCTEH y cebsl WM y CBOEro peOeHka —
Bce 310 TpedyeT BpeMeHU. OHO HEOOXOIMMO, YTOOBI, €KEAHEBHO
CTAJIKUBAsICh C HEOOXOAMMOCTHIO OOPHOBI M 3HAUMTENIBHON MO-
OWIM3aIY YCUJIUA, KOTOpOr TpeOyeT peOeHOK, a Takke Aymast



0 ero OymyIeM, 0 B3pOCJIOH KU3HU WM 00 OTHOIIIEHUU K HEMY
OKPYXKAIOIIVX, OCO3HATh OTHOCUTEJTLHOCTh MPOUCXOIAIIETO.

CeMbHU YacTO TOBOPSIT O TOM, YTO B3IJISIABI, C KOTOPHIMH UM
MPUXOAWIOCH CTAJIKUBAThCSI B CBOEM COIIMAJIBHOM OKPYKEHUH,
OB «HEBBIHOCUMBIMU». DTU B3IJISAABI, TIO X MHEHUIO, BBIPA-
KaJIM CMYIIIEHUE, KaJIOCTh, PABHOAYIIINE, CTPaX, JIOOOIMBITCTBO.
OTU B3DJIS/IBl PAHWIN MX, BBI3BIBAJIM Y HUX OIIyIIEHHE TOTO,
YTO OHM OTBEPrHYTHI 00IIeCTBOM. JIIOM, KOTOpbIE TaK Ha HUX
CMOTpEJIH, POAMUTEIN OTBEYAII TEM KE.

HekoTopsle ponuTev yKas3pIBalOT U Ha BIUSIHUE UX COOCTBEH-
HOTO OTHOINICHHUS K TATOJIOTMH, KOTOpOe Kak Obl Tepenaetcs
OKpyxamonmm: «barogapss 0CO3HaHUIO TOTO, YTO HAINpsKECHHUE
B OOIIIEHWY MCXOIUT M OT HAC TOXe, MBI BeIpadaThiBaeM Oosee
JVICTAHTHYIO MOJIEJTh TIOBEICHUSI Y CIIPABJISIEMCS C HeTATUBHBIMU
TIPOSIBJIEHUSIMU CO CTOPOHBI OKPYKAIOIIUX».

Coriacue 1 roTOBHOCTE K
HE00XO0JUMbIM PacCTaBaHUSM

DTOT IMyTh OYEHDb TPYIEH JIs1 POAUTESIEN U3-3a IPOTUBOPEUU-
BOCTH BHYTPEHHHUX OIIYILEHW, N3-32 OTHOIIEHUSI COLIMAIbHOTO
OKpPYXEHHS K TaKUM JeTsIM, HO 0ojiee BCero — M3-3a MOCTOSIH-
HOW HEOOXOIUMOCTH pPelliaTh BOIPOCH], KOTOPBIE MYTaloT HEeOo-
HO3HAYHOCTBIO WJIM MAapalOKCAJIBHOCTBIO OTBETOB.

Hanpumep, onivH U3 Takux MapajoKCOB — HYKHO HAyUUTbCS



BHYTPEHHE OTAENSATHCS OT CBOETO peOeHKa, YTOOB TTOMOYb eMy
JOCTHYb OOJBINEH MCUXOTOTMYECKO HE3aBUCUMOCTH, TIOB3POC-
JIETh, U B TO K€ BpeMsl — IPOJOJIKATh YOBJIETBOPATH €ro 06a3o-
Bbl€ NTOTPEOHOCTH, MPOUCTEKAIOLINE U3 HEJAOCTATKA €r0 aBTOHO-
MU (TaK, KaK 3TO JeJajgock Obl MPH YXOJIE 32 COBCEM MaJleHb-
KuM peGeHkom). Tem He MeHee, HECMOTpPsI Ha TaKylo MapajIoK-
CaJIbHYIO PEaIbHOCTh, HEOOXOMMO BUJIETh, UTO PEOSHOK B3pOC-
JIeeT, JJaKe ecy ero SMOLMOHAJIbHBIE PEaKLMM COOTBETCTBYIOT
OoJiee IDHOMY BO3PACTY U €ro MO-TPeKHeMY HEOOXOIUMO KOp-
MUTb, KynaTh U T.J1. Kax1plil yenoBek J0KeH JOCTUYb ICUXO0JI0-
T'MYECKOil He3aBUCUMOCTH, U MPOUCXOAUT ITO Onarogapsi BHYT-
PEHHEMY «pPAaCCTaBaHUIO» C MEPBBIMU OOBEKTAMU CBOEH JIIOOBU
— POIUTENISIMHU.

OTO paccraBaHMe NPOUCXOAUT Ha MICUXOJOTMYECKOM YPOBHE,
a He Ha pu3nYecKkoM. PeasibHast KU3Hb MPOAOIKAET BKJIIOYATh B
ce0s Bce Te 3a00Thbl, KOTOPBIE CBSI3aHbI C IPUCYTCTBUEM B CEMbE
0c000ro pedeHKa 1 KOTOpbIe eXKeTHEBHO HEOOXOIMMBI.

[Ncuxonornyeckoe paccraBaHue HEOOXOOMMO AJISl TOTO, YTO-
Obl MO3BOJIUTH PEOEHKY MOB3POCIETh (ITPU COXPAHEHUH BCEX MO-
Aenelt CoNpoBOXAEHH); AJIS1 TOTO, YTOOBI TO3BOJIUTH EMY YCTa-
HOBUTH OJIM3KKE OTHOILIEHUS C IPYTUMU JIOAbMH, IIOTOMY UYTO
ponuTeny He Bceraa OyayT psaoM U MOTOMY YTO PeOEHOK MMeeT
NIPaBO BCTPEYAaTh B )KU3HU U IPYTUX JHOAEH> .

[Ncuxonornyeckoe paccraBaHue HEOOXOIMMO U JUISl pOIUTeE-
Jedl — Ui TOro, 4yToObl B MX JKU3HHM OCTaBaJOCh MECTO W JUIsS
cynpyra (Cympyru) ¥ Jisi APYTUX JeTed, YTOOBl KHU3Hb CeMel-



HOW TIapbl U CEMBH B 11€JI0M He (DUKCHPOBAJIaCh Ha OTHOM-E/IUH-
CTBEHHOM YeJIOBEKe, YTOOBI KaXk[blil MOT, COTJIACHO COOCTBEH-
HOMY CTaTycCy, 3aHSITh CBO€ MECTO U BHOCUTh CBOU BKJIaJ B 00-
IIyI0 JUHAMUKY CEMBbH.

CrietoBaTesibHO, HY)XHO TaK OpPraHM30BaTh IOBCETHEBHYIO
JKU3HB, YTOOBI B HEW YUUTHIBAIMCH XKEJIAHUSI U 0COObIe OTped-
HOCTU peOeHKa ¢ cuHapoMoM Perta, ero OpaTheB W cecrep
(HEOOXOIMMO BpeMsl Ha pa3ivuHble crieliudruecKre 3aHATHS C
JETbMH), BCEX UJICHOB CEMbU, HO OCOOEHHO — MOTPEOHOCTU M
JKEJIAHUS CaMOU CEMEVHOU Taphbl.

Kaxaplii uieH cemby BBIOMpaeT COOCTBEHHBIN MyTh M HaKarl-
JIMBAaeT CBOW CYOBEKTHBHBIN OIBIT MEpekuBaHUsI TOrO (hakTa,
YTO OH SIBJISIETCS] POIUTENIeM, OPaTOM HJIM CECTPOH YeJIOBeKa C
MHOKECTBEHHBIMHU HAPYIIICHUSIMH.

WHuBuiyanbHbli yTh KX JOTO YWIEHA CEMbU IIOMOIAET EMY
3aHSAThH 10 OTHOIIEHUIO K peOeHKy ¢ cuHapomoM Perra Ty yHu-
KJIBHYIO U MPaBWIBHYIO MO3ULIMI0, KOTOpasi MOXET OKa3aThb Cy-
IIECTBEHHOE BJIMSIHME HAa BHYTPUCEMENHBIE OTHOILIEHNS U Ha ETO
COOCTBEHHOE OTHOIIIEHHE K OKPYKAIOIIEMY MUPY.



Poaure/in 1 CIenUAJINCTDI:
HE0O0X0JMMOCTH COTPYAHHYECTBA

TpynHO TiepeoleHUTh TICUXOJIOTHYECKMA W (PU3NYEeCKUid
BKJIaJl, KOTOpbIE POOUTEIM BHOCAT B pa3BUTHE COOCTBEHHO-
ro peOeHKa, BaXHOCTh TOIJIEPKKHU, KOTOpasi OKa3bIBaeTCs Ce-
MbeH, JIPy3bsMU, OOIIECTBEHHBIMU OpPraHU3alUsMU, TOCYIap-
CTBOM, Ba)XHOCTh COTPYIHHYECTBA MEXAY CIEIMATUCTAMH, CO-
MIPOBOKAAINIMMHU peOeHKa (MeIuKaMu, paOOTHUKAMHU IapaMe-
JULIMHCKUX CHEIAILHOCTEN, TTeJaroramMmu).

PeGeHky ¢ HapyIIeHUsAMU pa3BUTHST HEOOXOIMMa BCECTOPOH-
HsS TIOJ/IEPKKa, KOTopask 0a3upyeTcs Ha B3aMMHOM YBa)KCHHU,
OOITIEHUH Y TIOBEPHH.

CrnoBa MHOTUX pOIUTENel CBUIETEIbCTBYIOT O TOM, UTO CTpa-
JaHUs UX BEJIMKH, HO MPHUCYTCTBUE peOeHKa ¢ cuHapoMoM Per-
Ta oOoraiaer ux ku3Hb. COMHEHUs, Tope, YIaJoK AyXa COoCe/l-
CTBYIOT C HAJIEKIOM, CHJIOUN, paJOCThI0 U CMUPEHUEM.

«MexxayHapoaHbIe PABUIA»

Beite pogutenem nenpocto! Korma peGeHOK ¢ cMHIpPOMOM
PerTa nosiBiisieTcst B ceMbe, Hy’KHO HECKOJIBKO pa3 ITyOOKO BIOX-
HYTb U BBIIOXHYTb U TIPUCTYIUTb K U3YUYEHUIO TIPABUJI, COOpaH-



HeIX Kot Xanrep B «HacronpHol KHUTE O cuHapome Perrtax».!

1. Heo6xonumo nipenonarath, 9To pedeHOK BaC OHUMAET.

2. PebeHOK MOKET HYKJaThCsl B CAMBOJIMYECKHX MTPeJMeTaXx,
rapaHTUPYIOIIHUX ero 6e30MacHOCTb, HAPUMEP B MAJICHbKOM I10-
KPBIBAJIE WU KYKJIE.

3. BHMMaTenbHO OTHOCUTECH K €r0 CTpaxaM M COMHEHMSIM.

4. CokpamiaiiTe KOJIWYECTBO [IOMOSHUTEBHBIX CTHUMYJIOB,
OCTAaBJISIUTE TOJILKO CaMble HEOOXOAUMBIE.

5. O06bsicHsTe peOeHKy Bee, ITPek/ie YeM HaUHeTe YTO-JIM00
JeJ1aTh.

6. [lenante CUTYyalMIo MOHSATHOM.

7. BeiOupaiite Takue BU/Ibl AESITENLHOCTH, KOTOPbIE 3aTparu-
BaJI OBl SMOITMM M YyBCTBA peOeHKA.

8. IIpoBepsiiiTe, MOOXOMUT JIM TAaHHBIN BUJL AEATETIBHOCTH €10
BO3pACTY.

9. CTpyKTypupyiiTe IesTelbHOCTh, COOJTI0Iast YETKYIO Mocie-
JIOBATEJILHOCTD JIEMCTBUU.

10. IlocnenoBatenbHO CTaBbTe LEJIW: CHayajla OfIHY, MOTOM
Apyrymo.

11. [TnanupyiiTe 1eATEIHOCTD C MOMOIIBIO TAKTHIIBHBIX CHT-
HAJIOB.

12. Ucrionb3yiiTe Tak¥e CUTHANBI, KOTOPbIE TIOHSITHBI PEOSHKY
(cnoBa, 3HAaKH, KAPTUHKM).

13. Heo6xonuMo KOMOMHMPOBaTh Pa3Hble 3HAKU ISl TOTO,

! «The Handbook of Rett syndrome», Kathy Hunter, npe3ugent IRSA (MexnyHa-
pozHO acconmanuy cunapoma Perra).



yTOOBI OH Hay4IHJICA ITOHUMATh PA3HLIC CUT'HAJIbI.

¥

L

Ca systdme de communication consiste pour I"enfant ;

14. TNozBonsiite pedeHKY CBOOOJHO ABUTAThCS B OKPYKalo-
IIEM MPOCTPAHCTBE: 00yUYeHUE TTPOMCXOAUT Oaroapsi 0CO3Ha-
HUIO OKPYKAIOIIEro MUpa.

15. ObecnieunBaiite peOeHKa pa3HbIMUA BU3YAJIbHBIMH U CITY-
XOBBIMH OILYIIEHUSIMU.

16. 1aBaiite eMy BpeMs ¥ BO3MOKHOCTb ISl TIPHOOPETEHUS
HOBOTO OIIBITA.

17. IlpepocraBisiiTe €My BO3MOXHOCTb ObITh AKTHUBHBIM
YUYaCTHUKOM TPOUCXOMSINETO, YUUTHIBAS YPOBEHDb €ro (pusnye-



CKOT'O pa3BUTHSI.

18. INposepsiiite, ynoOHa JM €ro Mo3a U €CTh JIM OTOopa.

19. 3anuceIBaiiTe BCe, YTO BHI JiesiacTe, B JHEBHUK, KOTOPHIH
HYKHO BECTHU Kak JIOMa, TaK U B IIKOJE.

20. BmecTo TOro, 4roObl JOOMBATHCSA OT HETO OTBETA THUIIA
«CKakU: “3ApaBCTBYN », IPOCTO TOBOPUTE EMY: «3IPABCTBY».

21. [TeiTasick moOymuTh peOeHKA K JICUCTBUIO, HE IIPOCUTE €T0
00 3ToM mipsimo. ['oBopuTe O mpeamMeTe, KOTOPbIi MOKET ObITh
LIEJIbIO JIEVCTBUS, @ HE O caMOM JielcTBuM. Hampumep, BMecTo
TOTO YTOOBI IPE/IIOKUTH: «B03bMU KOH(ETKY>», BBl MOKETE CKa-
3aTh: « Tl M0OUIIL KOH(PETKN». BMecTo TOro 4ToOb TOBOPUTS:
«Wau 3a ctomn», BB MOXeTe cKazaThb: «[IupoxHsie Ha cTosne». [To-
Oy’K/1aiiTe ero akTUBHO JIEHCTBOBATh, BMECTO TOTO YTOOBI MpeJi-
MICBIBATh €MY, UTO UIMEHHO HYXHO JIeJaTh.

22. JlaBaiiTe eMy JOCTaTOYHO BPEMEHH JUIsl TOTO, YTOObI OH
MOT' OTBETHTb.

23. Nmute mist pedeHka (opMbl CAaMOBBIPAKEHUS C TIOMO-
HIBIO SI3BIKA TeJa.

24. Koryia OH HAaUMHAET IEUCTBOBATh, HE HAJIO IPEPHIBATh STOT
IPOIIeCC CBOMMU KOMMEHTAPHSIMU O ero JercTBusx. MHaue ero
BHUMaHMe OyJeT OTBJIeKaThCs Ha TO, KAKUM 00pa30M OH ITPOMU3-
BOJIWT JICHICTBUE, ¥ OH OyJIeT BCE BPEMSsI OCTAHABIIUBAThCSI.

25. Nure Takue (popMbI ISATETBHOCTH, KOTOPbIE MOTYT MO-
TUBUpOBaTh pebeHka. MHorue aeBouku ¢ cMHApomoMm Perta
TOOSIT MPATATHCS, TOJKATHCS, CIYIIaTh MY3bIKY, UATATh KHUTH,
CMOTPETD TeJIEBU30D, KAUaThCs, €3/IUTh HA MaIlluHe, IPUHUMATh



BaHHY, TUIABaTh, TYJISITh, €CTh, paccMaTpuBaTh hoTorpaduu 3Ha-
KOMBIX JIIOJIEN U MEN3aKeN, 0OIIAThCA C MIaIEHIIAMHA U MaJIeHb-
KMMU JIETbMH (OCOOEHHO CITyIaTh UX T0JI0CA), a TAKKE C MYXK-
YUHAMH.



O0bsaBIeHHE AUATHO3A: Y Balllero
pedenka cunapom Perra

IMackaab u l'nitom [lapan, poaurenu MajjieH — 1eBOUKH €
cuHApoMoM PetTa; uieHsl PpaHIly3cKOM acCOLMallMi CUHAPOMA
Perra

OOBIYHO HE MMEeYaIATCA O TOM, 4TO B CEMbE MHOT'O JIETEM,
Koma OHHM KPaCUBbI, XOPOIIO CJIOKEHBI, HOPMAJIbHOT'O
pocra
W 6necrtsimeit HapyKHOCTH,
Ho ecnu onyH 13 HUX ¢1ad WM HE TOBOPUT HU CJIOBA,
Ero mpes3upaiot, BHICMEMBAIOT, OOMKAIOT;
OHaKo MHOIIAa MMEHHO 3TO MaJIeHbKOE CylieCcTBO
ITpuHOCHT cyacTbe Beeil ceMbe.
Mopane u3z cxasku «Manvuuk-c-nanvuur» Llapns Ieppo

JleHb, KOrj1a HaM 00'bSIBHJIH JHATHO3

I'mitomM: DTO MOXKET MOKa3aThCsl MapaJOKCAILHBIM, HO JIEHb,
Korja oObsSBUJIM TUATHO3, IPUHEC HaM oOJIerdyeHre. Y Hac J1aBHO
BO3HUKJIM TTOJJO3PEHHUS, UTO HAIll peOSHOK pa3BHBAETCs HE Tak,
KaK ero cBepcTHUKMU. B monTtopa roga MajsieH ene He xoaua.
Hauanuce nocemienus: Bpaueid. I Mbl BO3BpaIiajiuch OT HUX B
TITOJTHOM OTYAsTHUMU.



ITackaab: B cnenuann3MpoBaHHBIX YUPEXKIEHUAX Mbl Ha-
CMOTPEJIMCh Ha OKUJAIOIIMX IPUEMA JIETeW B Pa3HbIX COCTOSA-
HUSIX U POAUTENIEH, KOTOPbIE MBITAJIUCh UX YCIIOKOUTb, BCE ITO
HAIOMUHAJIO HaMm cOopuiiie yoorux! B KoHIie KOHIIOB, IeCTBU-
TeJIbHO, IMarHo3 MpUHeC HEKOTopoe ycrokoeHue. [IpaBny Ham
CKa3aJld He Bpaud — OHU TSAHYJIU BpeMs U U30eraju roBOpUThH
¢ Hamu. K cuacTteio, B OOIIECTBEHHBIX OPraHU3AIMAX HAILIMCh
JIONIY, KOTOpbIE CyMeNY MOCTaBUTh IMarHo3, OOBSBUTh €r0 HaM
u 00onputh Hac. KoHeuHo, HaM 3HAKOM BHYTPEHHMIA TIPOTECT:
MOYEMy 3TO MPOM30IUI0 UMEHHO ¢ Hamu? Ho g yxke gaBHO He
3a/1a10Ch BOIIPOCOM O MPEBPATHOCTSIX CYAbObI!

C nosisiienneM MaajieH
H3MEHUJIOCh TeueHHe BpeMeHH
1 ’)KU3HEHHbIE€ PHUOPHUTEThI

I'mitom: [lnarHo3 3acTaBiisieT MOrPY3UTHCS COBCEM B JIPYTYIO
% W3Hb. ECTh TO, 4TO OBLIO paHbIle, — U TO, YTO MOTOM. Kak HM
CTPaHHO, UMEHHO MBI JIOJUKHBI ObUTH YCIIOKAWBATh HAIIMX OJIN3-
kuX. [ToToMm HEKOTOpBIE U3 HAIlIKMX JIPYy3€U UCUE3IH, TIOTOMY YTO
MHBAJIMIHOCTh OKa3a/1ach IJIs1 HUX CJIUIIKOM KECTOKOM M HEBHI-
HOCHMOH BEIIIBIO.



Iounna

IMackaab: Tsaxenee Bcero ObUIO BHAYasle, KOrga HE C KEM
ObLJIO TIOFOBOPHTH. PSIIOM ¢ MOMMM MOAPYTraMH, y KOTOPBIX Jie-
TH Pa3BUBAJIMCh HOPMAJIBHO, 51 YyBCTBOBasIa ceOsl OTBEPKEHHBIM
cymectBoM. K cuacTbio, BCKope s OKa3aiach OepeMeHHa BTOPbIM
peOGeHKOM (3TO ITPOM3OIILIO elIie 0 TOro, Kak s y3HaJIa O JUarHo-
3e MamyieH). [To3xke, Gnaromapst 00IIEeCTBEHHBIM OpraHU3aIU M,
s HalllIa JTIoJIeH, KOTOpBle CMOTJIM MEHSI BBICTYIIATh. 51 B 0Ty
niepe]] STUMHU JIIOIbMH U caMa, B CBOIO OYepe/ib, [IOMOTal0 BHOBb
NPUOBIBIIIAM POMTENISIM, KOTOPbIE HAXOIATCS B OTUYASHUM M3-3a
JMarHo3a ux pedeHka. becuenoBedyHo roBoputh: «Bar pebeHOK



HE HOpMaJIeH». DTH CJIOBa MOAPBIBAIOT BEPY B CBOU CUJIBI, A BE[lb
HEOOXOIMMO TMOAEPKUBATh POAMUTENIEH, KOTOPbIe 0OpaIaloTCs
32 [MOMOILIBIO.

I'mitom: B Hamieii u3HM Bce 3aMeIAIOCh, TIOTOMY 4TO C
MajyieH Bce MPOUCXOOUT OYEHb MEJICHHO. UTOOBI BBHINTH Ha
yuily B 9 yacoB yTpa, HyxHO pa3Oymuth ee B 6.30. IIporyn-
Ka TpeOyeT OueHb JOJITOH TMOATOTOBKH, TaK Kak ¢ MajyieH Bce
OYeHb CJIOXKHO. PaHbllie s1 OblT OYEHb HETEPIETUBBIM U JIesIall
BCe OBICTPO; TeTeph s CTaJl CIIOKOWHBIM, S COCPEIOTOUMBAIOCH
Ha I71aBHOM. Haillm >Ku3HEHHble MPUOPUTETHl HE TaKue, KaK y
Apyrux Jozaeil. Mbl K1BeM BHE OOUIETIPUHSATON CUCTEMBI 1I€H-
Hocrtell. Hanpumep, 6e3 moroxnu 3a Kapbepoi.

4 mo mpodeccun apXUTEKTOp MHTEPhEPOB, M, €CIU Obl HE
MapnneH, Bce B MOeii )KM3HHM ObLIO Ob MHAYE, HO Pa3Be 9TO UMEET
KaKOe-TO 3HaYeHHUEe 10 CPABHEHHUIO C TeM, YTO HaM JapuT Maj-
JIEH U €€ CecTphbl?

IMackaab: MajjeH noctostHHO TpeOyeT K ceOe BHUMAaHHUS, U
MBI TPaTUM Ha 3TO MHOTO CWJI M 3Heprud. C Takou CUTyaluuen
OYeHb TSKEJIO CMUPUTHCS. MBI He MOXeM ObITh 6e33a00THBIMH,
OLylIaTh MpeJIecTh UMIIPOBU3ALIMU, HAIIPUMEP, 3aBTPAKATh 110
BOCKpECEHbsIM B iBa yaca. Bces Hala )kv3Hb MOTYMHEHA KECTKO-
My putMy MajieH. 9To mosHas notepst cBooonsl. Ecim Mbl xo-
THIM BBIATHU Ha YJIMITY, MbI JOJIKHBI OBITh YPE3BBIYATHO OpraHM-
30BaHHbIMU. HaM oueHb 1OBE3JI0, YTO Hallla CrelraibHas KO-
Jla HAXOZIUTCSl HEAANIEKO OT JoMa. MajjieH XOOUT TyJa KasKablid
nenb. [lo BeuepaMm y Hac 1oma BCEraa €CTh YEJIOBEK, KOTOPBIU



rromoraeT HaM 10 20 gacoB. Ho B BEIXOIHBIE OBIBAET TSKEIIO, T10-
TOMY 4TO HaM MPUXOIUTCS yXaKUBaTh 3a MaJjieH caMuM.

MajJseH noka3aJjia HaM
JPYI'YI0 CTOPOHY >KH3HH

I'mitom: Ham He Hy’KHO CKpbIBaTh CYACThE, KOTOPOE MBI UC-
OBITBIBAEM. B Hammx OTHOLIEHUSX C I0YEPHIO €CTh YTO-TO Uy-
JIeCHOe, Kakoe-To OcoOeHHOoe KadecTBO oOmenus. Muorma ee
NPUCTABHBINA B3MJIsA]] JapUT HAM MTHOBeHHEe OeCKOHEUHOCTH !

IMackaJjb: DT0 OYeHb CUIIBHOE YYyBCTBO, KOTAa OHA IpUKa-
caercsl K Ballledl pyke, TaKk Kak OOBIYHO OHA Mayio OOIIAeTCsl.
Mexy poaMTesisiMU, y KOTOPBIX JeTh OO0JeloT Toi ke Oones-
HbIO, YCTaHABIMBAIOTCS KaKUe-TO ocoOble OTHolIeHus. MHoraa
MBI JIa)ke HAaUMHAeM M0-0COOOMY IIYTUTh, TO CBOETO pojia Yep-
HBIIA IOMOp, KOTOPBIN MPUHOCHUT HaM BeJIMJaiinee o0erdeHre.

I'mitom: [lo mosiBnenust MajsieH 51 6bU1 O4eHb OECTIOKOWHBIM
yesoBekoM. S Gosuicst cmeptu. Ho Teneps 1 ctan kperue U Ha-
YUWIICS MBICTIUTh (PUITIOCO(PCKY, HHIHE MHE KajKeTCsl €CTECTBEH-
HBIM, YTO OTHAK/IBI KM3Hb 3aKOHUUTCH.

IMackauab: Mbl 00a BBHIILIA U3 CEMEH, Tlie HAC B JETCTBE
ouyeHb OanoBasiu. Mbl ObUTH MEPBBIMU, JTYUIIUMHU, TaK CKa3aTb,
«Be3yHUMKaMu». MajjieH okasana HaM APYTYI0 CTOPOHY JKU3-
HH, U 51 3AMETHUJIA, YTO TENepb s CAUTAIO €CTECTBEHHBIM TIOMOTATh
JOISIM, KOTOPBIE YyBCTBYIOT pacTepsiHHOCTh M oTdasiHue. Ha ca-
MOM JieJie, OHa Hay4uJia MeHsl COCTPaJaHHUIo.



I'mitom: Hamo ckazare, 4to 6e3 oMoy oOIecTBEHHBIX Op-
raHW3anuii Mel He CMOTJIM OBl CripaBUThCS ¢ Oemoit. Korma B ce-
Mbe MOSIBJISIETCS TAKOW PeOEHOK, TO HY’)KHO OOBETUHATLCS U 00-
pOTbCsL cO0O0IIa, TOTOMY 4UTO JJIsI STUX JeTell HeT MecTa B 00-
niectse. Tenepb y MajjieH npekpacHas Ku3Hb, IIOCKOJIbKY €CTh
LEHTP, KOTOPBIM OHA €KETHEBHO MOCEIIAET.



Omna 3aroBopur paHbliie, YeM MONJIET

Mapu-Tepe3a ®Pokcone, 6a0yiKa IMMbI — IEBOUKH C CHH-
apomMoM Petra, uiien P paHIly3CcKOM acCOIMAIU CHHApPoMa Pet-
Ta

Bbabywrka pacckazvieaem o c6oux HAOAOOEHUSX 34 PA38UMU-
em Oone3HU Yy ee BHYUKU IMMbl

dMMa — peOeHOK HEMHOI0 0oJjiee
XPYIKHAN U MeJUIATEJIbHbIN, YeM JIpyrue

Moey BHyuke IMMe ceMb C IOJIOBUHOM JIeT. OHa MOSIBUIIACH
Ha CBET B OJUH U3 MIOHbCKMX BEYEPOB, U ITO OBbUIO JJIs1 BCEX
Hac OOJbINOoI pagocThio. OHa OblIa TAKUM KPACUBBIM PEOSHKOM,
BCE €10 BOCXMILAIUCH. BCKope 1eBouKa moueMy-To cTajia Ka3aTh-
Cs1 HAaM OYeHb XPYNKo#. be3 Kakux-1m00 00beKTUBHBIX TIPUIUH
y Hac CJIOXKUJIOCh BIEYATJICHUE, YTO €l YTO-TO YIPOXKAET; Ka3a-
JIOCh, YTO OHA POIMJIACH CJMIIKOM PaHO.

[IpoII0 HECKOIBKO MECALIEB, DMMa pa3BUBAJIACh MEAJIEHHO.
Hawm rosopuimm: «He Hago cpaBHuBath neren». Ee cecrpa, po-
JMBILASICA HA J1BA rofla paHblile, ObUla OY€Hb KPEMKOW, SHEpruy-
HOW, ¢ XOopomuM ToHycoM. Ham roBopunu: «Kaxpii pa3BrBa-
€TCsI B CBOEM PUTME». DTO TaK, ¥ IOITOMY 51 HE CJIMILIKOM CUJIBHO
BOJIHOBaJ1ach. Tem He MeHee k 12 mMecsiiam DMMa ellie He ymelia



HePeBOPAYMBATHCS B KPOBATKE U [JaXe He MbITAIACh 9TO JIeaTh,
He crubasia kosienn. HecMoTpst Ha 910, IeBOUYKa OblIa 4y/IeCHOM 1
Kazajiach abCOMOTHO HOPMaJIbHOM. Bpaun cunranu, uto ee pas-
BHUTHE 1110 HOPMAJIbHO. DMMa OYeHb PaHO MPOU3HECIA MePBbIC
CJIOBA: «IIara» 1 «Mama». Bce ropopuii: «OHa 3aroBOpUT paHb-
e, yeM ronaeT!» f Obuta yoexkaeHa, 94to peOeHOK TOIKEH ObLT
HOWTH camoe To3/IHee B nontopa roguka. Cpok mpuOImKaics,
¥ TPEeBOra pocJa.

dMMa JieJaeT CBOM IepBble MIaru,
HO 0CTaeTcst MaJONOABMKHOMI

B BocemHaauaTh ¢ MOJIOBUHOM MecCSLIEB IMMa cjiejiaja CBOU
niepBbIe aru. $l HUKoraa He 3a0y/1y ee U Hallly pajJocTh B TOT Be-
Yyep y Hac Jioma, BO BpeMsl pOKJIECTBEHCKMX KaHUKYIL. S He moM-
HIO O TEPBBIX IIArax JAPYrux CBOUX BHYKOB, 9TO ObLJIO HEYTO CaMO
coboi pazymerorieecss. Ho B TOT Beuep y MeHsl ObUIO BIieUaTiie-
HUE, YTO 5 MPUCYTCTBYIO TIPU COBEPIIICHHO HEOOBIYHOM, UyJecC-
HOM COOBITHH.

Torna s HaMBHO MoJIaraa, YTo Bce MPOOIeMbl PEIIUIIUCH, YTO
Teriepb OHa OyeT U CHJETh, U BCTaBaTh — HAUHET JIeJIaTh BCE TO,
Yero oHa He Jiesajia o CUX Top.

Ha, oHa moluia, HO 3a 3TUM HUYEro He mnocleaonajio. Peub
TaKJKe OCTaBajach OemHoi. Hauaamch moxodpl K CIielaIuCcTaM.
B TO Bpemsi y MEHs BO3HMKJIO OIIYIIIEHKE, YTO § Monaja B Ka-
KOH-TO TYHHEJIb, B KOTOPOM TPEBOTa MHOIJIA CMEHSIACh HAJIeK-



TIOM.

JIMar1o3 nmocrasJjeH

Bce ato mmnock nBa roma. CHauana peds 1uia 00 ayTusme.
Ho OpIcTpO MOSIBUIIHCH CrielirdryecKre CUMITTOMBI: TTOTEPs pe-
YM, yTpaTa MOTOPUKH pPyK. B Ba roma DMMa ena nmpakTH4ecKu
CaMOCTOSITEJILHO, @ B TPH T'O]a OHA YK€ He MOIJIa caMa JIepKaTh
JIOKKY. HaM MpUIIIIOCh CMHPHTBCS C TMArHO30M, O KOTOPOM IO~
HavyaJly Mbl HE XOTEJIM JIaXe CJIbIIaTh, — CHHIPOM Perta. Mol
NIBITAIMCh BCEMH BO3MOKHBIMU CIIOCOOAMH YTO-TTMOO Y3HATh 00
9TOM 3200J71eBaHUM. DTO ObLJIO OYEHb TPYIHO: HUKTO U3 HAIIIETO
OKPY)XEHUs, ake MEMKU, HUYEro O HeM He Cliblnay. [ eHetu-
YeCKMI aHaIu3 MOATBepaAnI quarHos. K stomy Bpemenn Dmme
ObLJIO YeThIpe C TIOJIOBMHOM ro1a. Hao ckaszare, 4To 3TO HE CTa-
JIO JUTSI MEHSI CTPAIIIHBIM YIapOM, — HA000POT, 1 JK/IaJIa Yero-To
noo6Horo! Ee 0osie3Hb B KOHIIE KOHIIOB 0Opesia NMsl.

Bcerpeua ¢ apyrumu
ceMbsIMH U ¢ Acconpuanuen

Jl1st Hac ObLUTO OOMBIIMM OOJIerYeHUEeM BCTPETUTh JTofIeH, KO-
TOpPbIE HAXOIWINCh B TAKOH K€ CUTYallud U TeM He MeHee Mpo-
JOJDKAJIA KUTh U PaJIOBaThCs KU3HU.

Sl ¢ HeTeprieHHEM UCKalia JTo0yI0 MH(POPMAITUIO O CUHAPOME
PeTTa u onumcaHusi KOHKPETHBIX CIydaeB 3a0oieBaHus. 1 unra-



Jla, IEPEeUnThIBAJIA U NBITAJIACh MOHATh CTaThbM MO TeHeTuke. 51
3HAJIA, YTO STO HUYETO He U3MEHWT B KU3HU DMMBI, HO 3TO ObI-
JIO OYEHb IO3HABaTEIbHO. BO3MOKHO, MHOTO MOKOJIEHUH CITy-
CTsl HalllU YCUJIMSI TTPUHECYT TUIOABI, U JIIOAU OOJIbIIle HUKOT/IA He
ycrbIar o cuHapome Perra. DmMma — tenepp s B 3TOM yBepe-
Ha — cyacTmBas neBodka. OHa OYeHb OOIIUTENbHA U SMOIHO-
HanbHa. Ee cectpa KioctrH oueHb n00pa K Hell M CIyKUT IS
Hee IpUMepOM. DMMa OY€Hb pajlyeTcsl, KOIjia CecTpa €0 3aHU-
MaeTcs, urpaer ¢ Heil. /leBoukam Beceno Bmecte. MiHora, Koraa
B3IJIs17] DMMBI OXKUBJISIETCS U UyJIeCHAs YJIBIOKA 03apsieT ee JIUIIO,
MHE KaXeTCsl, YTO OHa BOT-BOT 3aroBoput. Ho, Kk coxasnenuio,
OHA CJIMIIKOM OBICTPO BO3Bpallaercsi oOpaTHO B CBOU mup.
X04y TOKeNIaTh CBOEH BHYUYKe, YTOOBI BCIO CBOIO JKM3Hb OHA ObLIa
OKpY)KEeHa JII0OOBBIO ¥ YBAKEHUEM.



CMmbICJ yTH

Actpua JIrokceit — mama Heiin, )KoaHHbl (1€BOYKM C CHH-
npomoM Perta), Jlouca u Jlapsi

Hmemwv cunopom Pemma u Obimuv 4en08eKOM ¢ MHONCECTBEH-
HOIMU HAPYUEHUSIMU He O3Hauaem He umems oyoyuezo. Pooume-
AU 8bIOUPAIOM nyms OOPLOLL U XOMSN, UMOObL HCU3HL 0CO0020
PebeHKa COCMOSLAACL MOYHO MAK Jice, KAK HCU3Hb €20 Opamves
u cecmep.

OTKpbiTHE

Cunapom Petra — 310 Takoe HapyleHne, KOTOpOe HeNb3s JU-
arHOCTUPOBATh NIPU POXKIACHUU. DTO O0JIE3Hb, KOTOPasi pa3BUBa-
€TCsl Ha MPOTSKEHUU JI0JITOTO0 BPEMEHU U KOTOPYIO OYEHb TPY/-
HO onpeaenuTb. [locTossHHbIE COMHEHMS U HaJIeXkK[1a, YTO Hallle-
My peOeHKY CTaHeT JIydIlle, IOIOMIAIOT MOYTH BCE HAIllW CHJIBL.

[lapagokcanbHO, HO IMEHHO 3Ta HaJeXk/1a MOMOIJIa Ham I10-
CTENIEHHO CMUPUTBCSA C TEM, UTO Hallla J0Yb OTJIMYAETCS OT APY-
T'UX, U OCO3HATh, YTO Y HEE MHOXECTBEHHbIe HapyileHus. Poau-
TeJIM AeTer ¢ cuHapoMoM JlayHa y3HaioT quarHos cpasy. S nom-
HIO, KaK s 3aBUJIOBaj1a UM. MBI e OTKPbIBAIM JIUArHO3 J04YepU
JIeHb 3a JTHEM, BCEM CEep/ILIEM HafIesiCh Ha TO, YTO OIIMOaeMcsl.



Henonumanue

Hamm nepesxuBanus ycyryonsuiuch TeM, 4TO HaM ObLJIO OYEHb
TPYZHO HAWTH Bpada, KOTOPBIA Obl COrMACHICA C TEM, YTO Ha-
IIa JOYb HE pa3BMBaeTcsi HoOpMasibHO. JKoaHHA mporuia yepes
MHOKECTBO 0OC/IEIOBAaHUI: IEKTPOMHUOT PAMMBI, IEKTPOIHIIE-
(anorpammel, peHTreHorpacdus, aHaIu3b U T.11. Bee pesysbTaTsl
B TO BpeMsi ObLTM B TIpeiesiax HOPMBI: Ha MOMEHN 00CAe008aHUS
Hawa 0ous ObLAA NPUSHAHA HOPMANLHO.

Bonpocobl

B oTyassHMM MBI peUIMIM, YTO HYKHO B3siTb ceOsi B pyKU U
CIIOKOMHO BBITIOJIHATh CBOM POIUTENbCKHE 0Osi3aHHOCTU. Kak
noMoub Harmemy pedenky? Kak Hayuntsh 7KoaHHY OpHEHTHPO-
BaTbCsl BO BpeMenu? [louemy oHa OOHMTCSI ONMUpaThCsl HA HOTH?
Kak cnenate Tak, yToObl OHa Havasa pa3BuBarhcs? Kak momoub
eil crarh Omoke kK HaM? Kak HayduThb ee KUTh CYaCTIMBO?



Konen 03HaKOMUTEJLHOI'O
¢dparmenra.

Tekct npenocraBieH OO0 «JIutPec».

[IpounTaiiTe STy KHUTY LIEJIMKOM, KYIIUB TOJIHYIO JIETATbHYIO
Bepcuio Ha JIutPec.

Be3ormacHo oriaTuTh KHATY MOKHO OaHKOBCKOH KapToit Visa,
MasterCard, Maestro, co cuyera MOOMJIBHOTO TesiehOHa, C TiIa-
Te)KHOro TepMmuHaia, B cajoHe MTC wmm Cesa3HoOHM, uepe3
PayPal, WebMoney, Aunexc./lensru, QIWI Komenek, 60Hyc-
HBIMU KapTaMu WK APYTUM YI0OHBIM Bam crioco6om.
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