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CuHapom Petra (Russisch)

NHpopmauus o KapTuHe 6onesHu, UCTopuA, ANarHo3 U NPUUNHBI, @ TaKXKe 0630p KOHTAKTHbIX TOUYEK U
noaaepsKKu.

YTO TAKOE CUHAPOM PETTA?

CuHapom PeTTa — 3TO reHeTUYECKON MyTaument BbI3BaHHOE HapyLIeHne pasBuTus, B NocaeacTsmum
Yyero BO3HMKAET TAXKean YMCTBEHHanA U GpuU3nyeckan oTcTanoctb. 3abonesaHune BCTPeYaeTcs nouTu
WCK/TIOYUTENIBHO Y eBoYeK M Bnepsble 601e3Hb onucaHa BEHCKUM npod. 4. AHapeacom Pettom
(Andreas Rett) (1) 8 1966 roay.

Y Bcex noparkeHHbIX p,eTeﬁ 1 B3POC/IbIX MPOABNAETCA COOTBETCTBMNE B UX KNTMHNYECKUX CUMNTOMAX,
0CO6EHHO B TaK Ha3blBaeMoM cTepeoTnnun pykK, Hanp. 4BnXeHnA B BUAE BbIXKMUMaHUA, MOKOLLKeE
ABUXXEHUA PYK U COAaBNNBAHUA PYK - KaK 0CObEeHHbIM NPU3HaK.

Mocne HopmanbHOM 6epemeHHOCT ocobeHHble MPU3HaKK NOHaYany He o6HapyKneatoTca. TobKO
nosyke NpPosBAAETCA BHYTPEHHee yeaMHEHWE, COKPALLLEHHbI POCT ro/10BbI, NOTEPA paHee
NprMobpeTeHHbIX HaBbIKOB M COLMANbHOM KOMMYHMKabebHOCTH, @ TaK}Ke 3HauYMUTeIbHOe HapyLeHne
pa3BuTMA peun. MHormMe 4eTu He Bbly4MBaloTCA XOAUTb MM TOSIbKO C OrpaHUYeHNAMU. TUMNUYHbIE
COMYTCTBYIOLIME ABNEHUA — 3TO CKOJIMO3, MUNENCUA U aHOMAIUM B AbIXaHUMW.

KAK NPOXOAUT CUHAPOM PETTA?

TUNWUYHBIN CMHAPOM PeTTa pa3sBMBAETCA B HECKONbKMX CTaguax. MNocne noHavyany ob6bIYHOMo B
3HAYMTE/IbHOM CTENEHU Pa3BUTUA, Ja/IbHENLWNIA NPOrpecc pa3BuTUA oTcyTcTByeT. OcTaHaBMBaEeTCA
pasBUTHE, B NOCNEACTBMU YEro TEPAIOTCA paHee NpMobpeTeHHble HaBbIKU U MHTEpEC K
OKpY*Katowemy Mupy.

Mexay 6 n 18 mecauem }K1U3HU NOHAYaNy OTMeYaeTcA NPMOCTAaHOBKA Pa3BUTUA, NepexoaaLlan
MOMIHOCTbIO B CTarHaLUMIo NpoLecca pas3suTma. PebeHOK pexke ULLLET KOHTAKT r1a3aMu 1 TepaeT
MHTepec K urpywKam. MprnobpeTtan Takne MOTOPHbIE HaBbIKU KaK cCUAEHME, NOA3aHUE Nan
NOATATMBAHME MOTYT BO3HUKHYTb 3aMmegNeHNA. ITO COCTOAHME - MepBan CTaauaA, KOTopasa MOXKeT
ONUTbCA OT HECKONIbKUX MecALEeB 1 AoNblue roaa.

BTopasn ctagma HacTynaeT Yyalle Bcero B Bo3pacte oT 1 Ao 4 net. Obuiee nageHne pa3Butus
CTaHOBUTCA OYEBUAHbIM: NOPAXKEHHbIE A4EBOYKM 33 KOPOTKOE BPEMSA TEPAIOT UX peyeBble
CNOCOBHOCTU M paHee NPUOBPETEHHYIO NOBKOCTb NaibLEB U PYK. 3amMeaNAETCA POCT FO/I0BbI.
JeBo4YKM pasgparkeHbl, NAa4yT, KPUYAT M HAYMHAKOTCA CTEPEOTUNHbBIE ABUKEHUA PYK. HekoTopble
[,EeBOYKM NPOABAAIOT YepTbl ayTM3Ma, UX CMOCOBHOCTN 06LLEHMA OYEHDb OrPaHUYEHbI.
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Mocne ckoporo perpecca HauMHAETCA TpeTbA CTaANA, KaK NPaBMAO MeXAY BTOPbIM U A4eCATbIM rog0mM
U3HU U OANTCA HECKOJIbKO NeT. B 3TOM NpomeKyTKe BpeMeHM HAcTyrnaeT OTHOCUTENbHAA
CTabMNbHOCTD. [etu cHoBa an06peTa+0T oTAeNbHbIE CI'IOC06HOCTVI, 0cobeHHOo YAy4YLlWakTCcAa nx
cnocobHocTH O6LU,€HVIF| M CHOBA NOABJIAETCA MHTEPEC K OKpyXatowmm. MoTopHble cnocobHocTH
OCTaloTCA O4EHb OrPaHNYEHHbIMU, HaCTO NOABNAIKOTCA aNUAENTUYECKMNE NPUNaALKA.

OT fecAToro roa *usHu 3To Ha3blBaeTCcA NO34HAA cTaamaA PeTTa. [NaBeHCTBYeT Bo3pacTatoLlee
paccTPOICTBO ABUMKEHWNI M opToneanyeckne npobaembl, ocobeHHO ckoanos (gedopmauma
NMO3BOHOYHMKA). KOTHUTUBHbIE, KOMMYHMKALMOHHbIE M MaHya/ibHble CNOCOBHOCTU COXPAHAOTCA U He
ybasnatoTtca. Oxungaeman NpoaoNKUTENbHOCTb XKU3HM AEBOYEK C CUHAPOMOM PeTTa B NpuHUMNe He
OrPaHWYEHHA, XOTA HabAAETCA NETKUIA POCT CMEPTHOCTM.

KAK CTABUTCA AUATHO3 CUHOPOMA PETTA?

AnarHos CMHAPOMa PeTTa 3HAUNTENIbHO OCNOXKHAETCA TEM d)aKTOM, 4YTO BCE B ,El,al'IbHEﬁLIJeM
ONMCaHHble CMMNTOMbI BbIPaXKarTCA COBEPLUEHHO NOo-pa3sHOMY. HapAaay ¢ YeTKo onpeaeneHHbIMn
LANATHOCTUYECKUMU KPUTEPUAMMU, CUHAPOMY PeTTa TUMUYHBI U apyrue 0C0H6eHHOCTU M NOB6OYHbIe
CMMNTOMbI, KOTOPbl€ KaCakoTCA NOYTU BCeX ,D,ETEI?I.

KPUTEPUN KTMHNYECKOTIO ANATHO3A

. B HanbonbLIel cTeNneHM HOPMaibHOE Pa3BUTHE B TEYEHUM NEPBLIX 6 - 18 MecALEB KU3HM

. HopmasibHasi OKPYKHOCTb r0/I0BbI MPU POXKAEHUM

. YacTo 3ameasieHne pocTa ronosbl Mexkay 1 1 4 rogom KUsHu

. BpemeHHas noTepa coumanbHO-KOHTAKTHbIX HaBbIKOB

. HapyweHune peyeBoro passuThsA U HaBbIKOB OOLLLEHUS, MEHTa/IbHAA peTaphaLms B Pas/IMYyHOM
cTeneHn

. MoTeps NprMobpeTeHHbIX, uenecoobpasHbix GyHKLMIA pyK mexay 1 1 4 rofom KU3HK

. CTepeoTunua pyK: molowme, caasvBatolLme, bblowme, Wunarowme ABUKEHUS

. HapyweHue noctynu
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YACTbIE NOBOYHbIE ABJIEHUA

. YeguHeHue

. OueBMaHOE OTCYTCTBME MHTEpPECA K II04AM U OKPYrKatoLLel cpeae

. CKpexkeTaHue 3ybamu (6pyKcusm)

. MpucTynbl cMexa M KpuKa

. CTepeoTnnus 1 C Helt CBA3aHHaA anpaKkcus

. 3nuaencumn B pasHbixX BblpaxKeHUAX

o Ckonnos

. HapyweHue noxoaku (aTakcus)

. Mpobaembl c NMLLEBaPEHNEM

o Mepunoabl yCKOPEHHOTro U1 yriybaeHHOro AbiXaHWUsA, AblXxaTeibHble Nnay3bl, F10TaHMe BO3yXa,

AblXaTe/IbHbIE Pa CCTpOVICTBa

. CnioHooTAENEHUE

. HapylweHue cHa

. Hu3KopocnocTb, ManeHbKme Horm

o HepocTaToYHOCTb KPOBOTOKA KOHEYHOCTEN C XON04HbIMWU, CUHEBATHIMWU HOFAMM U FTOIEHAMM
FEHETUYECKUIA AUATHO3

C 1999 roga anarHo3 cuHApoma PeTTa noaKpenaaeTcs reHeTUYeCKMMm aHaansom. Y getei ¢
TUMUYHBIM XO40M Pa3BUTUA, TaK HA3bIBAEMbIM «K1ACCUYECKMM CUHAPOMOM PeTTa», OH NO3UTUBEH
Ha 80 % - 85 %. TaKKe y AeBOYEK (0O4eHb PeaKO Y Ma/IbYMKOB), KOTOPbIE HE NPOSABAAIOT UK
NPOSBAAIOT HE BCE TUMUYHbIE NPU3HAKN, TaKMM CNocobOM pacno3HarTcA aTunnYHble GOpMbl X043
pa3BUTMA N BECCUMNTOMHbIE HOCUTENMN.

NPUYUHDBI CUHAPOM PETTA

l'eH, cBA3aHHbIN C cMHAPOMOM PeTTa, HasbiBaeTca MECP2. Y 60nblUMHCTBA AeTel ¢ cMHAPOMOM PeTTa
obHapyKuMBaloTCA MyTaunn (M3meHeHuA) aToro reHa. Fed MECP2 oTBeTCTBEH 3a pPeryasumio MHOMMUX
ApYyrnx reHoB. BaXKHO 3HaTb, YTO AMArHO3 CMHAPOMA PeTTa NOHavany CTaBUTCA C MOMOLLbIO
KAMHUYECKNX KpUTEepUiA. Toraa y Aeten, y KOTOpbIX MOATBEPKAAITCA AMArHOCTUYECKUE KPUTEPUM,
MOYHO NyTem reHeTUYecKoro aHaamsa nccnegosatb reH MECP2. Ecniv o6Hapy:KeHa myTaums, To
AMarHos ToyeH. Mpu OTCYyTCTBMM U3MEHEHUA B reHe, CUHAPOM PeTTa Tem He MeHee MOXKET BObITb.
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M3NEYUM U CUHOPOM PETTA?

[0 cMX NOp HET BO3MOXKHOCTU IeYEHUS MEANKAMEHTO3HbIMU CPEACTBaMM, KOTOPbIE N3/1e4YNBaOT
cuHApPom PeTTa. Ho ¢ 60M1bLIMM HAANYMEM TaKUX TepaneBTUUYECKMX Mep, Kak dusmnoTepanus,
My3bIKOTEpanus, UNNoTepanus, TPYAoTepanus 1 oroneams, KayecTBO KN3HU MOPaAXKEHHbIX AEBOYEK
MOMHO yAy4LwnTb. OCOBEHHO METOA, «NOAAEPKMBAIOLLEN KOMMYHUKALMNY B 3HAUNTENIbHON CTENEHM
cnocobcTeyeT npuobpeTeHnto A0CTYNa K N04AM C CMHAPOMOM PeTTa.

He Kaxkabiit BUA Tepanuu NpurogeH Kaxkaomy. Ytobbl M3bekaTb YUpesmepHoi Harpysku, nogbop
BMAa Tepanuu A0KeH BbITb COFNACcoOBaH C UHANBUAYANbHBIMW NOTPEBHOCTAMM.

NOBBLILLEH /I PUCK 3ABO/IEBAHWUIA MPU XKENAHWUU NOCNELYLUNX OETEN?

P1CK NOBTOpPEHMA, COr/TaCHO HbIHELWHUM CBeAEeHMAM, COCTaBAAET ropasfo meHblle 0,5 %. TakK Kak
reHETUYECKM aHaIM30M NoATBEPHKAEHHbIX C/y4HaeB cmbnuHros mMano, cywecrtsyeTt B TOYHOCTU He
onpegennman, MMHMMaZibHaAa BEPOATHOCTb Nocsieayouwmnx ,u,eTeﬁ c cnHpgpomom PetTa. B chyyvae
HeO6XOAMMOCTM €CTb BO3MOXHOCTb npeHaTaanoi/'l AMNArHOCTUKK. HO 3TO A0/IKHO 6bITb
MHOnBUNLOyaabHO U I'IO,CI,pOﬁHO PaCCMOTPEHO B paMKax reHeTU4ecKom KOHCy/1bTauunun.

OANBHEULWAA UHGOPMALMA N COBETDI
RETT.DE - BESCAWUT NOMOLLM POOUTENAM

Haw BebcainT www.rett.de npegnaraer akTyabHble U Pa3HOCTOPOHHME MHPOPMALMNOHHbIE
BO3MOXHOCTMU: Ha Hem NoAPO6HO ONMCaHbl MPUYMHbI, ANATHO3 U BO3MOXKHOCTM Tepanmm cCMHAPOMa
PeTTa, cOO6LLAOTCA HOBOCTU M3 KU3HM OOLLECTBA, B OTAE/1€ COBETOB MNPeACcTaB/eHbl Kak
WMHOMBMAYaNbHbIW, TaK U HOBbIW Hay4YHbI OMbIT U CBEAEHMA.

CMPABOYHUK NO CMHAPOMY PETTA

B cnpaBoyYHUK No cuHapomy Petta Katu XaHTep (Kathy Hunter) Bnoxunna o60ocHoBaHHble Hay4YHble
CTaTbM O KapTuHe 60n1e3HM, a TaKKe 0YEeHb IMOLIMOHA/IbHbIE PACCKa3bl U3 NOBCEAHEBHOM XKU3HM
nopaeHHbIx cemei. CoctoAwan ns cebiwe 700 CTpaHUL, KHUra NpeacTaBaseT Habop pacckasos M3
JINYHOTrO ONbITa, CONPOBOXKAAEMbIX NPOPECCMOHANBHBIMWN Pe3yNbTaTaMM UCCAe0BaAHUM
BblaatoWwmxca akcneptos PeTra. O TOMy Ke B Hell UMerTCA LieHHble COBETbI Ha BCE Cy4am XKU3HM
O1A CEMbW AEBOYKM C CUHAPOMOM PeTT. KHUIY MOXKHO Nprobpectn Yepes NOMOLLb POAUTENAM
(info@rett.de), a TakKe B KHUXKHOM TOprose.
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YNEHCKWUI }XYPHAN «RETTLAND»

ypHan — ato nybaunKkaumsa obwectsa «Rett Deutschland e.V.». B Kakaom Homepe npeacraBieHbl
NCTOPUM U3 INYHOTO ONbITa, 0630p HOBbLIX MEAULMHCKUX, TEPaneBTUYECKMX, NPaBOBbIX U
COUMaNbHbIX NOCTAaHOBOK BOMPOCOB U MHPOPMALMA O NPEeACTOALLMX COObITUAX, HOBOCTU U
AeATeNbHOCTb 06LecTBa.

CTATb YIEHOM

Poauteneit pebeHka c AMarHo30M cMHAPOMa PeTTa Mbl cepaeyHo npuraatlaem ctatb YieHom Rett
Deutschland e.V. - nomolb poautenam aeten ¢ cuHapomom Petra. Bmecte mbl nogennmcesa
3aboTamu 1 Beamu, BbiC/IyLIaem U € yA0BONbCTBUEM AaZMM COBETbI MO BCEM BoMNpocam. byayuu
ysneHom oblecTBa, Bbl byaeTe npurnalleHbl Ha BCe BCTPeUn B Ballem permoHe (npu »kenaHum Takke
W B APYrUX perMoHax) n Ha exkerogHoe cobpaHue obLiecTBa. Balle akTMBHOE y4acTMe TaKMKe OYEHb
npuBeTCcTBYeTCA. Halw YyneHcKnit )ypHan Bbl nonyynTe ABa pasa B rog.

YNneHCcKni rogoBoi B3HOC A41a cemelt AonycTum oT 45 eBpo, a A4na matepu/oTua-oamMHOYKN - oT 30
eBpo.

CTATb YNEHOM-NOOLWIPUTENEM

Ecnm Bbl Hac xoTuTe noagep»KaTtb, He umes pebeHKa ¢ AMarHo3om cMHApoma PeTrta, mbl €
YA0BObCTBMEM Npeasaraem YaeHCTBO B KadecTse noolipuTens. byayum uneHom-nooluputenem,
npv Bawem kenaHuu, mbl Bac 6yaem NMCbMeHHO NpuriaalwaTtbh Ha Bce BCTpeyn B Bawem pervoHe u
Ha rogosble BCTpeyun. KoHeuyHo, Mbl padbl U aKTUBHOMY y4acTUIO.

YneHom-noowpuTeniem MOXKHO CTaTb 3a rooByto naaTy ot 20 eBpo oT ogHOro Anua. 3a
[0NONHUTENbHYIO NAaTy B o6beme 12 eBpo B rog, Bol nonyunte Hal YieHCKMI XKypHan «RettLand».

NOXXEPTBOBAHWMA U NOOLUPEHUA

Hawa ocHoBHaA 3agaya — 310 npexae scero caenatb CMHAPOM PetTa bonee M3BECTHbIM, NOOLWPATb
ncecnengoBatTenbCKkUe NPOEKTbl U KaK MOXKHO 6bICTpO NMOMOYb NMNOopa*XeHHbIM JETAM U pOoANTENAM.

[na 3TOro Mbl pa3BMBaeEM Hanp. peryaapHble MHPOPMaLMNOHHbIE KaMMNaHWUM ONA AETCKUX Bpayei u
OpraHn3yem MHOroAHeBHble KypCbl MOAroTOBKM TepaneBToB. Mbl KOHCYAbTUPYEM NOPaKeHHble
CeMbM-4Y/1eHOB B LUMPOKOM 06bemMe Mo BOMPOCAM O KOHTAKTHbIX TOUKAX, BO3MOMKHOCTAX Tepanum u
NPaKTUYECKOM MOMOLLM B NOBCEAHEBHOM KMU3HM.
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Ha Hawew cTpaHuyKe rett.de Bbl HallaeTe 6oablwe nogpobHon MHbOpMaLLMKM, COOTBETCTBYIOWME
bopmynapbl 4NA NPpUEeMa, a TaKXKe Halle 3aaBAeHMe O 3aLnUTe AaHHbIX.

3AOAYUN OBLLIECTBA RETT DEUTSCHLAND E.V.

Mo nHunumatmee npod. a. Ponbvkep NaHedenbs (Prof. Dr. Folker Hanefeld) B 1987 6bina o6ocHoBaHa
nomouwib pooumesnam B r. FeTTuHreH. Ero uenbto 6bl10 CBECTU POAUTENEN, ¥ AETEN KOTOPbIX
OZAMHAKOBAsA MHBANMAHOCTb. Ha cerogHAWHNI AeHb YNCAO YIEHOB TOMOWU podumesamM COCTaBNAET
1700 c noyt 700 geTein 1 B3poCabIX C cMHAPOMOM PeTTa. Momouwb podumenam nHdopmupyet
nopaKeHHbIX M 3aMHTEPECOBaHHbIX O CMHAPOME PeTTa 1 cnocobcTByeT B pasHO06pasHbIx Gopmax
0bMmeHy onbITa MeXKAy POAUTENAMM. DTO BaXKHbIM aCNEKT, YTOObl NPOTMBOAENCTBOBATD
N30/IMPOBaHMUIO CEMEN, KOTOPOE YaCTO FPO3UT NOC/Ee AMArHo3a.

AEATENBbHOCTb U MEPONPUATUA

. KoHcynbTauma NoparKeHHbIX poauTenei, Bpadeit, yunutenen, TepanesToB M BCEX, KTO B
noBceAHEBHOM *KM3HM CBA3aHbI C CUHAPOMOM PeTTa

. MocpeaHMYECTBO B YCTAHOBAEHMM KOHTAKTOB MEXAY NOPaXKeHHbIMU POAUTENSMA

. Ob6wee rogosoe cobpaHue co cneunanbHbIMK NEKLMAMMU

o NHDOPMALMOHHDIV YUK-3HA, A1A CEMEN CO CBEXMM ANarHo3om

. CemeliHble BbIXOAHbIE M CEMENHbIE BCTPEYM PErMOHAbHBIX FPYNN U 3eMEJIbHbIX accoLMaumit
J MpeanoxeHna KypcoB NOArOTOBKM

. MpennoxeHusa ans otapixa B CBO60AHOE BpeMs Ha KaHUKy1ax

. Paboyas rpynna «B3pocble ¢ cMHAPOMOM PeTTa»

. Yyactue nomowu podumesnsam Ha KOHrpeccax, CUMNO3nyMax 1 CrneLmasbHbIX BbICTaBKax

o O6meH nHdopmaumeint o cuHapome PetTa

o MoowpeHne nccneaosaTeibckoro npoekTa npo¢. CtioapT Kob6 (Stuart Cobb), 3amHbypr

Bawun KOHTaKTHbIe nua B ¢ep,epaan0M npasaeHnmn

Vorstand@Rett.de
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KoHTaKTHOe Lo ana poguteneii:

info@rett.de

KoHTaKTHOEe /1ML,0 N0 KOMMepPUYECKMM BONpocam:
Katja Mischarin, Gaswerkstrafle 13, 52525 Heinsberg

Ten. 02452 — 180 99 90 dakc 02452 - 180 99 99, k.mischarin@rett.de

Cpeay nomouwu podumesnam co343aNNCb PernMoHanbHble rpynnbl. OHW NOAb3YOTCA reorpaduyecKkoi
6/1130CTbIO K YieHam ana 6osee MHTEHCUBHOWM MOMOLLM — NyTeM MHGOPMALMOHHBIX MepPonpUATUi
M cemeiiHbIX BCTPEeY — M TaKMm cnocobom OKasblBaloT o4YeHb LieHHYo paboTe Ha mecTe. [pynny no
61m3octu K Bam Bbl HalaeTe 3aeck https://www.rett.de/de/Anlaufstellen

KoHcynbTauua Bpaya:
— Prof. Dr. med. Bernd Wilken, wilken@klinikum-kassel.de

MNocon: Leslie Malton Mokposutennb: Erdal Keser

Cyet obwiecTBa:

IBAN DE56 5209 0000 0042 2178 08
BIC GENODES51 KS1

CueT AN UccnenoBaHMiA:

IBAN DE34 5209 0000 0042 2178 16

BIC GENODES51 KS1

Ecnun y Bac BO3HWKAM A0ONOAHUTEIbHbIE BONPOChI, CBAXKMUTECH MNOXKanyicTa ¢ HaMu. Mol
NMocTapaemca Kak MOXKHO ObICTpee HalTU KOHTaKTHOE L0, FroBopsLLee Ha Bawem pogHom A3biKe.
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