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Cinapom Petra (Ukrainisch)

IHdopMmaLLis 3a KapTKO XBOPOOM, icTOPIA, AiarHO3 Ta MPUUNHA, @ TAKOXK OrNAL KOHTAaKTHUX TOYOK
NiATPUMEKM.

LLIO TAKE CIHAPOM PETTA?

CiHapom PeTTa - e reHeTMYHa MyTaLia BUKIMKAHA NOPYLUIEHHAM PO3BUTKY, NiCAA YOrO BUHUKAE
Ba)KKa po3ymoBa Ta ¢isnyHa BigCTanicTb. 3aXBOPHOBAHHA 3yCTPIYAETLCA NEPEBAXKHO Y *KiHOYOI CTaTi.
BnepLue 3axBoptoBaHHA ByN0 onMcaHo BigeHCbKMM npodecopom AHapeacom PetTo (Andreas Rett) B
1966 poui,.

Y BCiX yparkeHUx aitei Ta AOPOCAUX NPOABAAETLCA BiANOBIAHICTb Y iX KAIHIYHMX CMMNTOMAX,
0c06/1MBO B TaK 3BaHii cTepeoTUNii pyK, HANPUKNAA PYXM Y BUTAALI BUKMMAHHA, MUIOYI PUXU PYK i
COAB/IOBAHHA PYK - AK 0c061MBa 03HaKa.

Micna HOpMaNbHOIO NepPeTUHy BariTHOCTi 0C061MBI 03HAKW 3aXBOPIOBAHHSA CNOYATKY HE BUABAAIOTLCA,
TiNbKM Ni3HiLWe NPOABAAETLCA BHYTPILWWHE YCaMITHEHHA, CKOPOYeHe 3pOCTaHHA ro/I0BM , BTPATa paHiwe
HabyTUX HAaBWYOK Ta COLiasIbHOI KOMYHIKabeNbHOCTi, @ TaKOX 3HAYHE NOPYLIEHHA PO3BUTKY
MmoBneHHA . baraTo aitei He BUBYaOTbCA XOAUTU abo 3 oOMeKeHHAMU. TUNOBI CynyTHI ABMLLA - Le
CKONio3, eninencia Ta aHomanii y AuxXaHHi.

Ik npoxoauTb cuHApPOom PetTa?

Tunosui ciHapom PeTTa po3BMBAETLCA Y KiNIbKOX CcTagiax. Mlicna novaTKy 3BMYANHOTO, 3HAYHOHO
MipOt0 PO3BUTKY, NOAANbLUNIM NPOrPec PO3BUTKY BiACYTHIN. 3YNMUHAETLCA PO3BUTOK, MiC/IA 4Oro
rybnatbca paHiwe HabyTi HABMYKM Ta iHTepec A0 HAaBKOULIHLOTO CBITY.

Mix 6 i 18 micAaLeM }KUTTA CNOYATKY Bifg3HAYAETLCA NPMU3YNUHEHHA PO3BUTKY, LLO NepexoamnTb
MOBHICTIO Y CTarHaLito npouecy po3BUTKY. JMTUHA piglue WyKae KOHTAKT 0O4MMa i BTpayae iHTepec A0
irpawokK. MpnabaHHA TaKUX MOTOPHMX HAaBMYOK AK CUAIHHA, NOB3aHHA abo NiATArYBAHHA MOXYTb
BUHWKHYTU i3 ynoBinbHeHHAM. Lleli cTaH - nepla cTagin, AKa MoXe TPMBaTH Bif KiIbKOX MicALiB i
binblue poky.

[pyra ctagia HacTae HalyacTiwe y Biyi Big 1 A0 4 pokis. 3aranbHe NagiHHA PO3BUTKY CTAE
OYEBUAHUM: YPAXKEHI AiBYMHKM, 32 KOPOTKMI Yac, BTPAYatOTb IX MOBJIEHHEBI 34i6HOCTI i paHiwe
HabyTy CNPUTHICTb NanbLiB pyK. CNOBINIbHIOETLCSA 3POCTAaHHSA ron0Bu. [liB4aTKa po3apaToBaHi,
NAAYyTb, KPUYATb | NOYMHAKOTLCA CTEPEOTUNHI PyXM pyK. [eAki gisyaTa BUABNAIOTb PUCK AYTU3MY, iX
3[aTHICTb CMiNKYBaHHA AyXe obmexeHa.

Micna wBMAKOro perpecy NOYMHAETHCA TPETbA CTaAiA, AK MPABWUIO, MiXK APYTMM i AeCATUM POKOM
KUTTA, | TOMBAE KifibKa POKiB. B LLbOMYy MPOMIXKKY Yacy HAcTa€ BiAHOCHA CTabinbHicTb. [iTh 3HOBY
HabyBalOTb OKpPeEMMX 34i6HOCTEN, 0COBANMBO NOKPALLYIOTLCA iX 34iOHOCTI CRiNKYBaHHA | 3HOBY
NPOABAAETLCSA iX iIHTEpecC A0 oTouyounx. MOTOPHI 34iOHOCTI 3aAULWAtOTLCA Ay*Ke 0OMEKEHMMMU, YacTo
3'ABNAOTLCA enenenTUyHi Hanaau.
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Big, 4ecAToro poKy XUTTA - Ni3HA cTagia cuHgpomy Petrta. MaHye 3pocTatoumnii po3nag pyxis Ta
opToneauyHi npobaemm, ocobamneBo ckonios (aepopmadia xpebTa). KOrHiTMBHI, KOMYHIKaLilHi i
MaHyanbHi 34i6HoCTi 36epiratoTbea | He 3MeHLWyTbes. OYiKyBaHa TPUBAICTb KUTTA Y 4IBYATOK i3
cuHApomom PeTTta y npuHLMNi He obmerkeHa, Xo4a CNOCTEPIraeTbCs Sierke 3poCTaHHA CMEPTHOCTI.

AIK cTaBUTbCA giarHos cuHgpomy Pett?

[JiarHo3 cnHapomy PeTTa 3HaYHO YCKNAAHIOETLCA TUM GAKTOM, LLLO BCi ONMCaHi HaZani cCMMNTOMM
BMPaXKatoTbCA 30BCIM MO pisHOMY. MopAL 3 YiTKO BU3HAYEHMMM AiarHOCTUYHUMUK KpUTEPIAMMU,
cMHApoMy PeTTa TMNOBI Ta iHWI 0c06AMBOCTI Ta NOBIYHI CUMNTOMM , LLLO CTOCYHOTLCS MaliXKe BCiX
aiten.

KpuTtepii KniHiyHOro giarHosy

* HainbinbLLO Mipoto HOPMANbHUI PO3BUTOK NPOTATOM MepLImx 6-18 mMicsLiB KUTTA

* HopmasibHe KOJ10 roN108M NPU HAPOAKEHHI

® YacTo ynoBinbHEHHA 3pOCTaHHA FOI0BU MiXK 1 Ta 4 pOKOM HKUTTA

e TMmyacoBa BTpaTa COL,ia/IbHO-KOHTAKTHMUX HAaBUYOK

* MopyLeHHA MOBHOIO PO3BMTKY Ta HAaBMYOK CMiIKYBAHHA, MeHTa/IbHa peTapaaLia y pisHOMY CTyneHi
¢ BTpaTta HabyTux AouinbHUX GYHKLiA PyK MixK 1 Ta 4 pOKOM XKUTTA

e CTepeoTunifa pyK: MU1IOYi, 34aBAt0tOMI, 6'tOLLI, WMnaroYi pyxu

¢ MopyLleHHs xoan

YacTi nobiuHi ABUWa

® YcamMiTHeHH:A

e OuyeBMAHA BiACYTHICTb iHTEPECY A0 Nt0AEN Ta HABKONULIHBOIO CEpeoBULLA
e CKperig 3ybamu (6pyKcusm)

* Hanagu cmixy Ta KpuKy

e CTepeoTunia Ta 3 HEto NOB'A3aHa anpakKcis

e Eninencii y pisHnx Bnpasax

e Ckonios

¢ MopyweHHA xoau ( aTakcin)

¢ [pobaemu i3 TpaBAEHHAM
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¢ Mepioayn NPUCKOPEHOTo Ta NOrNMBAEHOTo AMXaHHSA, ANXa/ibHi Nay3bl, KOBTAHHA MNOBITPSA, AUXa/bHI
po3naau

e CnnHoBUAiINEHHA

¢ [lopyLweHHA CHY

® HM3KOpPOCAiCTb, MaNieHbKi HOrK

e HegoCTaTHICTb KPOBOTOKY KiHLiBOK 3 XO/104HUMM, CUHIOBAaTUMM HOFAaMM Ta TOMiZIKamm
FeHeTUYHWMI4 ajiarHo3

3 1999 poKy agiarHo3 cMHapomy PeTTa nigKpinAoeETbCA reHETUYHUM aHani3oM. Y aitei 3 TMNOBUM
XO40M PO3BUTKY, TaK 3BaHUM "KNacUYHUM cUHAPOMOM PeTTa", BiH No3uTUBHKUI Ha 80% - 85%. TakoX
y [liBYaTOK (Ay»Ke piaKo y XN0N4uMKiB), AIKi He BUABNAIOTL ab0 BUABAAIOTbL HE BCi TUNOBI 03HAKM, Y
TaKui cnocib po3nisHatoTb aTnnoBi popmu nepebiry po3BUTKY Ta 6€3CMMNTOBHI HOCIl.

MpuunHmu cuHapomy PeTta

l'eH, noB'A3aHKUI 3 cMHApPoMom PeTTa, HasuBaeTbcss MECP2. Y 6inbwocTi gitel i3 cuHapomom Petra
BUABNAKOTLCA MyTaLi (3mMiHM) uboro reHa. lreH MECP2 Bianosigae 3a perynsuito 6araTbox iHLWNX reHis.
BaknMBO 3HATK, WO AiarHO3 CMHAPOMY PeTTa crnoYaTKy CTaBMTbCA 3@ AOMNOMOTOH KNiHIYHMX YMOB.
Togi y giten, y AKMX NiATBEPANKYHOTbCS AiarHOCTUYHI KpUTEpil, MOXHA LIAXOM reHEeTUYHOro aHanisy
pocnigxysatn reH MECP2. AKwo BuaBneHa MmyTauis, TO AiarHo3 TOYHWIA. 3a BiACYTHOCTI 3MiHM B reHi,
cuHApoMm PeTTa npoTe moxe 6yTu.

Yu BunikoBHMii cuHapom Petta?

Joci Hemae MOXKANBOCTI NiKyBaHHS MeANKaMEHTO3HMMM 3acobamum, LLLO BUAIKYIOTb CMHAPOM PeTTa.
Ane 3 BE/IMKOIO HAABHICTIO TaKUX TePaneBTUYHMX 3aX04iB, AK ¢isioTepanii, My3mMkoTepanis,
inoTepania, Tpy4oTepania Ta oroneain, AKICTb XXUTTA YPaXKEeHUX 4iBYaTOK MOXHa NOKPaLLMTK.
Ocob6amnBo meTog, "niaTpUMyoUOi KOMyHiKau,ii" 3Ha4YHO Mipoto cnpuse HabyTTio 4OCTYNY 40 NtoAen
i3 cuHapomom PeTTa.

He KorkeH BMA, Tepanii npuaaTHUM ans KoxHoro. LLlob6 YHUKHYTM HagMipHOro HaBaHTaXKeHHs, niabip
BMAY Tepanii NoBUHEeH BYTU y3roaKeHuit 3 iHauBiaAyanbHUMK NoTpebamu.

Yu nigBuLEHNIT pU3UK 3aXBOPIOBAHHA NPU B6arKaHHI HaCTYNHUX pitein?

PU3MK NOBTOpPEHHA, 33 HUHIWHIMW AaHUMUK, CTaHOBUTb MeHbLle 0.5 %. Tak AK reHeTUYHUM aHanizom
niaTBepaKeHNX BUNaLKiB CMONiHIiB Mano, iCHYE TOYHA HEBU3HAYeHa, MiHiManbHa MMOBIPHICTb
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HACTYNHUX aitel 3 cuHapomom PeTTa. Y pasi noTpebu € MOXKAUBICTb NPeHaTabHOT AiarHOCTUKKU. Ane
ue mae byTv iHAMBIAYaNbHO Ta IOKNAAHO PO3MNAHYTO Y PaMKax reHeTUUYHOT KOHCYIbTallii.

Nopanbwa iHpopmauia Ta nopagu.
RETT.DE - Beb6-caiiT gonomoru 6aTtbKam

Haw Beb6-cait www.rett.de NnponoHye akTyasbHi Ta pa3HObiuHi iHpopmaL,iiHi MOXANBOCTI: Ha HbOMY
OOKNAAHO ONUCAHI NPUYMHM, AiarHO3 Ta MOXKAMBOCTI Tepanii cuHapomy PeTTa, NoBiAOMAAKOTLCA
HOBMHM 3 XMUTTA CYCNiNbCTBA, Y BigAini nopan npeactaBneHi Ak iHANBIAYanbHUN, TaK i HOBUIA
HayKoBMI O0CBIA Ta BigomMoOCTi.

JoBigHUK 3 cuHapomy PetTa

Y poBigHuWK 3 cuHapomy PetTa Keti XaHTep (Kathy Hunter) Bknana obrpyHToBaHi HayKoBi CTaTTi Npo
KapTUHY XBOPOOMU, a TAaKOXK Ay¥Ke EMOLMHI pO3MoBiAj 3 NOBCAKAEHHOTIO }KUTTA YPaXKEHUX Cimei.
KHura wo cknagaerbea 3 noHag, 700 cTopiHOK, NpeactaBase Habip onosigaHb 3 ocobuctoro gocsiay,
LLLO CYNpPOBOXAYOTbCA NPOdECinHUMM pe3yNbTaTamMmM SOCNIAKEHDb BUAATHUX eKcnepTis PeTta. A Tomy
B Hill € LiHHIi Nopaan Ha BCi BUNAAKM KUTTA ANA Cimelt i3 giB4aTamu cMHapomy PeTta. KHUIY MOXKHO
npuabaTtn yepes gonomory 6aTbKam (info@rett.de), a TaKOK Yy KHUMKKOBIN TOpriBAI.

YneHcbKuit xypHan "RETTLAND"

ypHan - ue nybnikauina ToBapucTea "Rett Deutschland e. V.". Y KoxXHOMY HOMepi npeacTaBaeHi
icTopii 3 ocobucToro Aoceigy, ornag HOBUX MeAMUYHMX, TepaneBTUYHNX, NPABOBUX Ta COLiabHUX
NMOCTAHOBOK NMWUTAHb Ta iHpopMaLLis Npo MabyTHI NoAii, HOBUHM Ta AiANbHICTb CyCNiNbCTBa.

Cratn uneHom

baTbKiB ANTUHWM 3 giarHO30M CMHAPOM PeTTa MU cepAeyHO 3anpoLLyeEMO cTaTh YneHom Rett
Deutschland e. V. - gonomora 6atbKam gitei 3 cuHApomom PeTTa . Pazom mu noginnmocs
TypboTamm Ta 6igamu, BUCNYXaeEMO i i3 3a40BONIEHHAM AaMO NOPaAM 3 yCiX NUTaHb. byayum uneHom
ToBapucTBa, By byaeTe 3anpolueHi Ha BCi 3ycTpidi B Bawomy perioHi (3a 6axKaHHAM TaKoXK i B iHLINX
perioHax) Ta Ha LWopiYyHi 360pKn TOBapMCTBa. Ballia akTMBHA y4acTb TaKOX AyrKe BiTaeTbcA. Haw
*KypHan Bu oTpumaerte ggium Ha pik.

YneHCcbKKUI1 piuHMiA BHECOK ANA cimen aonycTumo Big 45 eBpo, a gna matepi/6aTbKa oanHakm - Big 30
€BpO.

CraTu yneHom — 3ao0oxo4yyBavyem

AKWo BM Hac baxkaeTe NigTpUMaTH, HE Matoun AUTUHY 3 AiarHO30M CMHAPOMY PeTTa, mu 3
3340BOJIEHHAM MPOMOHYEMO Y/IEHCTBO fIK 3a0X04yBay. byayym uneHom - 3a0xouyBayem, 3a Bawmm
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6axkaHHAM, MK Bac nMcbMoBO 3anpoLlyBaTMMEMO Ha BCi 3yCTpidi y Bawomy perioHi Ta Ha piyHi
3ycTpiyi. 3BMYalHO, MM pagi M aKTUBHIM yyacTi.

YneHoMm - 3a0X04yBaveM MOXKHaA CTaTK 3a pPivHy naaTy Big 20 eBpo Big o4HiEl ocobu. 3a goaaTkoBy
nnaTy B 06ca3i 12 eBpo Ha pik Bn oTpumaeTe Haw YneHCcbKuMM KypHan "Rettland".

MorkepTBYBaHHA Ta 3a0XOUYEHHA

Halle ocHOBHe 3aBAaHHA - Lie Hacamnepes 3pobuTn cuHapom PeTTa 6inbLu BiAOMMM, 3a0X04yBaTH
OO0CNIAHMLbBKI NPOEKTN Ta AKOMOTa LWBUAKO A0NOMOITU YParKeHUM AiTAM Ta iX 6aTbKam.

[nAa uboro mm po3BMBAEMO, HaNPUKAAL, perynapHi iHpopmauinHi KamnaHii gna ANTAYMX Nikapis Ta
opraHizyemo baratogeHHi Kypcu NiarotToBku TepanesTiB. Mun KOHCY/IbTYEMO YpaXkeHi cim'i - uneHis y
LWMpPOKOMY 06cA3i 3 MUTAaHb MPO KOHTAKTHI TOYKKW, MOKAUBICTb Tepanii Ta NpaKTUYHOI 4ONOMOrun y
NOBCAKAEHHOMY XUTTI.

Ha Hawin cTopiHui rett.de Bu 3HailgeTe 6inblwe goknagHoi iHbopmauii, Bignosiai Ta dopmynapu gns
NPUMNOMY, a TAKOXK Hallla 3aABa NPO 3aXMCT AaHUX.

3aBpaHHA cycninbcrea RETT DEUTSCHLAND E.V.

3 iHiuiaTnem npod. a. onbkep FeHedenbs (Prof. Dr. Folker Hanefeld) y 1987 poui 6yna
obrpyHTOBaHa Aonomora 6aTbkam y M. FeTTiHreH. Moro meToto 6yn0 3BecTu 6aTbKiB, Y AiTel AKMX
O/|HaKOBa iHBaJiAHICTb. Ha CbOroAHILLIHIN AeHb KiNbKICTb YneHiB Jonomorm 6atbKam ctaHoBuTb 1700
i3 maixke 700 giten Ta Aopocamx i3 cuHapomom Petra. Jonomora 6atbKam iHPpopmMye yparkeHUX Ta
3aUiKaBAEHUX NPO CUHAPOM PeTTa, Ta cnNpUsie y PisHOMAHITHUX popmax 0OMiHY ZOCBiAY MiXK
6aTbkamu. Lie BaXKnMBUIA acnekT, Wob npoTUAIATK i301H0BaHHIO CIMEN, IKe YacTo 3arpoXkye nicns
BCTAHOB/IEHHA AjarHosy.

LianbHicTb Ta 3axoam

¢ KoHcynbTauia 6aTbKiB yparkeHuMx AiTel, nikapis, BUNTENIB, TEPANEBTIB Ta BCiX XTO Y NOBCAKAEHHOMY
UTTi NOB'A3aHMM i3 cMHApPOMOM PeTTa.

* NocepeAHULTBO Y BCTAHOB/IEHHI KOHTAKTIB MiXK 6aTbKamM 3 yparkKeHUMU 4iTbMMU.
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* 3aranbHi pivHi 360pu 3i cneuianbHUMMK NeKLiSMU.

* IHbOPMALMHWNI BiKEHA, ANA CiMmel 3 A4iTbMU, AKUM HeLW,04aBHO NOCTaBUAN AjarHos.
o CimeinHi BUXigHi Ta cimenHi 3ycTpidi perioHanbHUX Fpyn Ta 3eMebHUX acoliaLlii.

¢ [Ipono3unu,ii Kypcis NiAroToBKU.

¢ Mpono3uLii Ana BigNOYMHKY y BiZIbHMIA Yac Ta Ha KaHiKynax.

¢ Poboua rpyna "[lopocni i3 cuHapomom Petta".

* YyacTb y AONOMO3i 6aTbKam y KOHrpecax, CMMMo3iymax Ta cnewiasibHUX BUCTaBKax.
e O6MiH iHpopMmaLiieto Npo cuHapom PeTTa.

¢ 3a0Xx04YeHHA AocaiAHULbKOro npoekTy npod. CTioapTt Kob6 (Stuart Cobb), EaiHbypr.

KoHTaKTHi ocobu y pepepanbHOMy NpaBAiHHI
Vorstand @Rett.de

KoHTakTHa ocoba gna 6atbKiBs:

info@rett.de

KoHTaKTHa ocoba 3 KomepLiiiHUX NUTaHb:
Katja Mischarin, GaswerkstraBe 13, 52525 Heinsberg

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

3a gna gonomoru 6aTbKam CTBOPUINCA perioHasnbHi rpynu. BoHW KOpUCTYOTbCA reorpadiyHoto
6/113bKiCTIO A0 YneHiB ana 6inbll iHTEHCUBHOT 4OMNOMOTM - WNAXOM iHOOPMaALIMHMX 3aX04iB Ta
ciMeMHKUX 3ycTpivelt - i B Taknii cnocib HagatoTb AyrKe LiHHY gonomory Ha micuax. Mpyny nobamsy
00 Bac BM 3HangeTe TyT: https://www.rett.de/de/Anlaufstellen
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KoHcynbTauia nikapa:
Prof. Dr. med. Bernd Wilken, wilken@klinikum-kassel.de

Nocon: Leslie Malton NokposuTennb: Erdal Keser

PaxyHOK ToBapucrea:

IBAN DE56 5209 0000 0042 2178 08
BIC GENODES51 KS1

PaxyHOK AnA gocnigKeHb:

IBAN DE34 5209 0000 0042 2178 16

BIC GENODES1 KS1

AKLWO y Bac BUHWKAM A0AATKOBI NUTaHHSA, 3B'AXKITbCA Byabaacka 3 Hamu. Mu noctapaemocs
AKHaNLLBULLIE 3HANTM KOHTAKTHY 0Coby, ika roBopuTb Balloto pigHoO MOBOIO.
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