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Robert James Goddard, MMT, PT & parent of a daughter with Rett syndrome

[TarmeHTHI, CTpalaroIIe CHHAPOMOM PetTTa, yare, yeM JpyTHe JIeTH, CTPAJIal0T OT HapyIIeHUH
CHa M3-3a He3PeJsIoro CTBoJIa Mo3ra. Hapymenus cHa 3aTparuBaT 80% u 6oJiee TallEeHTOB C
cuHApPOMOM PeTrTa. TH paccTpoiicTBa CHA YaCTO IIPOSBIISIOTCS B BUJIE: KDUKOB, CMEXa,
OpykcuaMa (CKpuIeHus 3y0amMu), SIMHUJIENITHYECKUX IMPUITAIKOB WJIH aItHO?3. Takke
HaOJTIOZAI0TCST KOIIIMApPHhI, yIaphl TOJIOBOU, MOUYEHCITyCKAaHUE | JIYHATH3M.. XOTs 9Ta CTaThs
ITOCBSIIIeHa ITPobIeEMaM CO CHOM Y JIETel ¢ CHHAPOMOM PeTrTa, O0JIBIITUHCTBO M3 HUX TAKIKE
OTMEeUYEeHbI Y B3POCJIBIX MAIlHEHTOB.

HexoTopble /ieTu CTpaialoT TUIIEPCOMHUEN: YpEe3MEPHOU MOTPEOHOCTHIO B CHE B TEUEHUE THA U
CKJIOHHOCTBIO 3aChIIIaTh B MOMEHTHI 001eHus. HapyieHus cHa 3aTparuBaioT He TOJIBKO CAMOTO
pebeHKa, HO U BCIO ceMbIo0. /[ pebeHKa, cTpaiaromero ot cuHipoma Perra, 6ecCOHHUIIA MOXKET
yCyTyOUTD CYIIECTBYIOIINE [TOBEEHUECKIE TPODOJIEMBI, CBA3aHHBIE C SITHJIENITUYECKIMU
IIPUIIAJIKAMU ¥ HAPYIIEHUSMH COIIUAIBHOTO U SMOIIMOHAIBHOTO B3aUMOIEHCTBUA.

Cy11ecTBYIOT pa3IndyHble (PaKTOPHI, BJUAIONINE HA 3TH HAPYIIEHUs CHA, HEKOTOPbIE U3 HUX
SABJIAIOTCA creruuIecKuMu /1A cuHApoMa Perra, apyrue - hakTopamMu OKpy:Karollei cpespl,
TPETHU - METUITUHCKOTO IIPOUCXOKEHMUS.

NoBeaAeH4Yeckue NpobAeMbl

PeGeHOK MOKeET 60AThCS 3aChINIATh U3-3a IIEPEMEH B ITOBCE/IHEBHOM KU3HU (M3MEHEHU B
IIIKOJIE, IOTEPsI POJICTBEHHUKA, PAa3BO/I, POXKAEHUE, ITepee3 ]t U T./1.). B TakuX ciIyJasx pogurean
CKJIOHHBI ITpUYyYaTh pebeHKa K U30BITOYHBIM yTEIIEHUAM: IIPEJJIaraloT OyTHIIIOUKY, YOAIOKHBAIOT
IIPOCMOTPOM TeJIEBU30Pa, €3/101 B MaIINHE, YKAUNBAIOT. ITO MOKET IIPUBECTH K TOMY, UTO
pebeHOK He CMOKeT 3aCHYTh 6e3 3Toro koMmdopTa. C 00pa3oBaTeTbHON TOYKU 3PEHUsI, 3TO HE
JIydliiee perieHue.

HapyweHus cHa u 6uopuTMOB

HopMmasbHOe poTeKkaHue CHA PETYJINPYETCS HECKOJIBKUMU 00JIaCTSAMU B IIEHTPAJIbHOU HEPBHOM
cucTeMe, 2 UMEHHO CTBOJIOM MO3Ta, TUIIOTAJIaMyCOM U HEUpOHAMM CIMHHOTO MO3ra, U 9Ta
peryJAmnus 4acTo HapyIaeTcs npu cuagpome Perra. COHIMBOCTh BO3HUKAET IMPU 00pa30BaHUM
MeJIaATOHUHA B 2KeJie3aX TOJIOBHOTO MO3Ta, UTO IPOUCXOAUT IO/, BIUAHUEM TEMHOTBHI.
Masnedmuii CBeT yKe MOXKET IPeIOTBPATUTh 00pa30BaHUe MeJIaTOHUHA. [[puMeHeHMe
MeJIATOHHHA B BU/Ie TaOJIETOK MOKET COKPAaTUTh BpeMsi, HEOOXOAMMOE /ISl 3aChITIaHMUA.
IIpokOHCY/IBTUPYHTECH CO CBOUM BpavyoM!

[TocrapatiTech, YTOOBI ¥ Balero pebeHka CJI0KUIOCh YETKOE ITPE/ICTaBJIEHHE O BDEMEHM.
Paznuune mexy THEBHBIMU M HOUHBIMH aTPUOyTaMU MOKET IIOMOYb.

PebeHOK [10/13KeH IoJIydaTh I0CTAaTOYHO IHEBHOTO cBeTa (Tak:ke BO BpeMs 110cIe00e/leHHOTO
cHa). ITocrapaiiTech COCTaBUTh UeTKUH rpadpK KOpMJIEHUA, JTUUYHON TUTUEHBI, 3aHATUH,
MeJIUIITHCKOTO 00cy>kuBaHuA U cHa. Ob6ecneybTe I0CTATOYHO CTPYKTYPUPOBAHHBIE 3aHATUA U
(dusnueckue ynpa>kHeHUs B T€UeHHE JTHA U paccaabAioliye 3aHATUSA ¢ YCTAHOBIEHHBIM
PUTyaJIOM CHA B BeuepHee BpeMsi.

www.rettsyndrome.eu \
contact@rettsyndrome.eu y
rett syndrome europe




OO6paruTe BHUMaHUe HA CHAJBHBIN KOMGOpPT. V36eraiiTe urpyiiek Bo3Jjie KpOBaTH U 0OecrieubTe
JIOCTATOYHYIO BJIAYKHOCTH B TeMIlepaTypy (He Oosiee 18 rpasycoB), M0 BO3MOXKHOCTH,
3BYKOU30JIANMIO ToMeleHus. Eciiu pebeHok 0co0eHHO BO30YINM, YIIUTE SIPKUE IIBETHbHIE
peaMeThl 1 n3beraiiTe KOHTPACTOB B IOMeIeHUU. PaccMOTpUTE BO3MOKHOCTD UCIIOIb30BAHUSA
CIENMAIFHOTO MaTpaca WIH yTKeJIeHHOTo ofiesia (ecyiu Ball peGeHOK YacTO B3BOJTHOBAH).
Eciu Bai peGeHOK MMeEET CKJIIOHHOCTD COeraTh M3 ITOCTeNIH, MOXKHO IIPEJOCTAaBUTh €MY CIIAIbHBIN
MeIIOK, IPUKPEIVIEHHBIN K MaTpacy WU YTsKeJeHHbIE o/lesia.

Eciu BbI GecriokonTech, TO UCIOJIB3YHTE BeO-KamMepy, YTOOBI He IPOBEPATH BaIlero pebeHka
CJIMIIIKOM YacTo.

Ecsiin Bam Heo6xoammo pa3OyauTh pebeHKa HOUbl0, YTOOBI U3MEHUTH MOJIOKEHNE CHA WJIU JIJIs
KOpMJIEHUSI, IOCTAPAUTEeCh C/IeJIaTh 3TO ¢ MUHUMAJIBHO BO3MOXKHBIM OECIIOKOICTBOM, HE
pasroBapuBaiiTe U OCBEIaiTe TOMeIeHNe KaK MOKHO MEHBIIIE.

CoBeTbl

COITHATbHOE B3aUMO/IEHCTBUE JTOJI?KHO ITPOUCXO/IUTH THEM, 8 HE HOUBIO.

pasIuure MeX/Ty JHEM U HOYBIO JOJI’KHO OBITh SICHO BHIPAYKEHO CBETOM M TEMHOTOH.
MIPUAEPKUBATHCSA PEKIMA TUTAHUS

JIOJKUTBCS U IIPOCHITIaThCs peOEHOK JTOJIKEH B OTHO U TO YK€ BpeMs

obecrieyrTh aJIEKBATHYIO U CTPYKTYPHUPOBAHHYIO JIEATETHLHOCTD B TEUEHHE JTHSA

MeaAnuUHCKHE NpenapaTbl

Hcnosib30BaHME JIEKAPCTB MOKET BBI3BATH IMPOOJIEMBI CO CHOM: HEKOTOPBIE
MIPOTUBOAITIJIENITHYECKHUE CPEICTBA 00JIETYAIOT COH, B TO BPEMs KaK JAPyTrHe IIPOCTO HAPYIIAIOT
PEKHUM CHa: Bcerja obpalaiTech K Bpady 3a COBETOM.

MeAULUHCKHE NPUYHUHDI

Auurienicus, 60sb, 3a6071€BaHNA OPTaHOB, PECIIUPATOPHBIE PACCTPONCTBA, HETIPOU3BOJIHHBIE
JIBIKEHUS WM HecOaJTaHCHPOBAaHHOE ITUTAHUE TAKXKE MOTYT OBITh IPUYINHON 6€CCOHHUIIBL.

CBs3b MEXK/Iy STUJIENICHEN U CHOM OU€eHb CJI0KHAsA. J[eUIUT cHA MOKET BbI3BATh SITUJIEIICUIO,
O/THAKO, C IPYTOU CTOPOHBI, SIUJIENTUUECKUE IIPUTIAIKU MOTYT OTPUIIATEIBHO CKa3aThCs HA
KauecTBe CHA.

OtcyTCTBHE MOIBHKHOCTH, MBIIIIEYHAs cJIA00CTh WY ApaIud 03HAYAET, YTO peOEHOK HE MOXKET
JIBUTATHCS HOUYBIO U IIEpeMeIaTh Bec Testa. HekoTopble yeTpoiicTBa (KOPCEThI, IIMHBI,
dhopMOBaHHbBIE OPTOIIEAUYECKHE MATPACHI) MOTYT OBITh HICTOUHUKOM JAHCKOMbOpTa U 6011 13-32
BBIHY>KJIEHHOTO ITOJIOKEHHUS TeJIa.

ITocrapatiTech yoeIuThCA, YTO peOEHOK HAXOAUTCSA B CBOEM JIIOOMMOM IOJIO>KEHUH /IS CHA:

e lcnosnp3yiiTe OAYIIKH, 151 O0JIbIIIEr0 KOM(OPTa, TOMOTUTE PEOEHKY CMEHHUTH 1103y
HOYBIO, €CJIU OH He MOKeT C/1eJIaTh 3TO CaM.

e Ecsu Bam peGeHOK UCIIO/IB3yeT KOPCeT, MaTpac WK OpTe3 CTOIIb, yOeauTeCh, UTO OH
yyBCTBYeT cebs1 KoMpopTHO. [ToKkpacHeHUs Ha TOYKAX JIABJIEHUS IIPU UCIIOTb30BAaHUHU
KopceTa fIBJIsIeTCA HOPMaIbHBIM SIBJIEHHEM, HO YOeIUTECh, YTO OHU MCUYE3AI0T ocsIe
CHATHUA KOpceTa.

boAb B opraHax

Omnpenennte, BBI3BIBAET JIK 00JIb HapylleHHe cHa. Hanbosiee pacripocTpaHeHHBIMU TPUYUHAME
ABJIAIOTCA: UH(PEKIUU yxa, 3y0Has 60J1b, 3aII0PBI U KEJIYJOUHBIN pedJIioKe.
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PecnupaTopHoe paccTponCTBO

J1151 3TOTO MOKeT OBITh HeCKOJIBKO MpuunH. Hanbosiee pacripocTpaHeHHOU U3 HUX ABJISETCS
arHo?, BpeMeHHasA OCTaHOBKA /IbIXaHUA BO BpeMs CHA.

MAoxue MNPUBBIYKU NMUTAHUA

[TutaHue Tak:Ke MOXKET UTPATh ONPe/IEJIEHHYIO POJIb B IP00JIeMax co CHOM: OHO MOXKET OBITh
HEZIOCTAaTOYHBIM, HecOAJIaHCUPOBAHHBIM HJIHM CJIUIIKOM HU3KUM I10 CO/IEP>KAHUIO KUPOB,
CJTUIIIKOM OOTaThIM caXapaMU M/WJIH 3J1aKaMU WU COAEPIKATh HEZIOCTATOYHO KeJie3a.
IIpOKOHCYIBTUPYHTECH C IUETOJIOTOM, KOTOPBIM MOKET OIIPEIEIUTh KOJTUYECTBO IIPUEMOB MUIII
1 TpebyeMyI0 MUTaTeIbHYIO [IEHHOCTD, UJIN yTOYHUTh HEOOXOIMMO€E KOJTMYECTBO €/IbI 1A
MIUTAaHUA Yepe3 TPyOKy. IHOT/1a BO3MOXKHBI TaK:Ke HEMEPEHOCHMOCTh WJIHN aJUIEPTHUS.

Hel'lp0M3BOAbeIe ABUNXKEHUA

Cynoporu nim HeKOHTPOJIUPYeMble JBUKEeHU, XapaKTepHBIE /IS OpefieJIeHHbIX CUHPOMOB,
MOTYT IIOMENIATh PeOEHKY 3aCHYTh. DTH JIBHKEHUA MOKHO YMEHBIIIUTD, UCIIOJIb3Ys
yTsKeJIEHHOE 0/1e1710, KOTOPOe cyle/iyeT UCII0Ib30BaTh TOJIBKO 110 peKOMEeH/Ialluy BpaJa.

ANCCOMHuUA

HesxenaTenpHble IBUKEHUSA, CTPAXH, KOIIIMAPbI, CKpeKeT 3y00B (OpyKCH3M), y/Iapbl TOJIOBOH,
HENPOU3BOJIbHOE MOYEUCITYCKAaHHE U JIYHATHU3M. ECIi OHM TPOUCXO/AT CIIUIIKOM YacTO, CIEAYET
OTBICKATh IPUYHHY.

fr'MnepcomHus

W 30BITOYHBIA COH B TEUEHHeE THS U CKJIOHHOCTH 3achIlIaTh B MOMEHTHI 001eHus (becepl,
IMUTAaHUE U T.J.) MOTYT OBITh BBI3BAHBI: IJIOXUM PUTMOM JTHsI 1 HOUH, CEJIATUBHBIMU CPE/ICTBAMH,
SIUJIETICUEN, aITHO3 ¥ HEKOHTPOJIUPYEMBIM JIBIKEHUEM HIKHUX KOHEUYHOCTEH.

Poanteau

HapymeHI/IH CHa 4aCTO HEAOOLEHUBAIOTCA, UJIK POAUTE/IN IIPpEATIOIAaralOT, YTO OHU ABJIAIOTCA
HEOThEMJIEMOM YaCThIO CHUHJApOMa PeTTa, OZHAKO OHH MOTI'YT UMETb Ba*KHbI€ IIOCJIE€ACTBUA AJIA
KHU3HU CEMbH.

OHU MOTYT IPUBOAUTH K GU3NUECKOU U ICUXUYECKOU YCTATIOCTU U, B Xy/IIIIEM CJIydae, K
COLIAJIbHOU U30JIAIIUN WJIH JelIPEeCCUU.

CoBeTbl

e BpeM: OT BpEMEHH OCTaBJIATh 3aJ]aUH I10 YXOy ITpodeccuoHasaM.

e  3aPYYUTHCS ITOMOIIIBIO JIIOEH (POJCTBEHHUKOB WJIH JIPY3€eli), KOTOPbIe MOTYT B35Th Ha
ce0s1 OTBETCTBEHHOCTD, KOT/Ia CTAHET CJIMIIIKOM TSKEJIO CIIPABJIATHCS C 3TOU 3a/1aueit

e y3HATHy Bpaya, MOKHO JI1 HAWUTH pellleHre MPo0JIeMbl CO CHOM. KOHCYJIbTUPOBAThCS CO
CIEIUAJINCTaMU; YUPEXKAEHUAMU U TeparieBTaMu (3prorepaneBramu/
¢dusuoTepaneBTamu/ rncuxoTepaneBTaMH).

BmecTe BBI MOXKeTe UCKATh pellleHus, KOTOpble obecrieyaT pebeHKy JOCTaTOUHO
CTPYKTYpUPOBAaHHbIE 3aHATHUA B TeUEHUE JHS ¢ YeTKUM BOCIIpUATHEM BpeMeHH. OHU MOTYT JjaTh
COBETHI O TOM, KAK MAaKCHMAaJIbHO YBEJTMYUTD BpeMsI CHa peOeHKa U KaK YA00HO PACIIOJIOKUTD €T0
B KpPOBATH.

e PopuTenbckue accONMaIN: 3Has, YTO BbI HE OJUHOKH, BBl MOYKETE IIOMOYb PEIIUTh
po0sIeMy, poauTeIbcKue (OPyMbI MOKHO HCIIOJIB30BATh JJIsI 0OOMeHa COBETaMH U
OITBITOM.
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He Gotitech nesierupoBaTh MOJTHOMOYHS: I0BEPANTe pebeHKA APY3bAM, CEMbE WJIN

YUYpEXACHNIO HA HOYb UJIN BbIXOJHBIE. 310 IIpHU3HAK HE csabocT Ui
HEKOMIIETEHTHOCTH, HO OTBETCTBEHHOT'O IIOBEACHM A.

UcTOYHUKH
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[2] is a hormone that is produced in humans in the epiphyseal (pineal gland) and affects the sleep alertness of

humans
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