IIpoexr: [Tognepxka ceMeil, UMEIOIINX JIeTeil ¢ cuHApoMOoM CmuT-MareHuc.
Henu:

¢ uH(}OpMaAIMOHHAS U MICUXOJIOTHYECKasi TOMOIIb POJAUTEIISIM,

e 00MEH POJAUTEILCKUM OIBITOM,

¢ uH()OPMUPOBAHNE CIICTHAIUCTOB (Bpaveii, ICUXO0JIOTOB, MTEJarOrOB) U

MPUBJICUCHHUE UX JJIT PAOOTHI C IETHBMU U CEMbSIMHU.

ABTOp NpoeKTa: KaHauaaT ononorndeckux Hayk bana FOpreBna Kadenrays,
MaMa CTaplIeTO U3 IUarHOCTUPOBAHHBIX B Poccuiickoit Denepannu Jr0AEU C
cuHapomom Cmut-MareHnuc.
HcTopusi co3niaHus NpoeKra:
Moeii nouepu Codnwe 37 ner. {uarnos cunapom Cmut-Marenuc (46 XX
del.17p11,2) Ob11 mocTaBnen gouepu Ha ocHoBanuu Merona FISH B Kanane
TosbKO B 13 set (1997 ron) u Tonpko OGaroaaps MOMOILIM HAIIUX JIPYy3€H-
ouosioro, padotapmmux B ToponTo. Hukto B Poccuu B 3T0 Bpemsi HUUEro He 3Hall
o cunapome CMut-Marenuc, X0oTs repBas rpyIia aeren ¢ aenenuen 17-oi
xpomocomsbl (pl1,2) Oblia onrcana BpadyoM-KIMHUIIMCTOM DHH CMUT U
uuroreHeTukoMm JsuieH Marenuc eme B 1980 roay, a B 1993 rony B CILIA yxe
obL1a ocHoBaHa accormanus PRISMS (Parents & Researchers Interested in Smith-
Magenis Syndrome) https://www.prisms.org/. Hameil ceMbe npuiuiocs Bo BceM

pa30upaThCsi CaMUM, U OBLJIO 3TO OYEHb U OYeHb TpyaHO. [losToMy, Koraa 104b
MOAPOCHA, S PEUINIIA, YTO AOJDKHA IOMOYb APYTUM POJUTENSM HA ITOM CIOKHOM
Iy TH.

B 2008 roay s onybnukoBana KHIKKY «Pe0eHOK ¢ HaCIeICTBEHHBIM CHHIPOMOM:
OMBIT BOCIIUTAHUD», B KOTOPOM paccKaszaia O BCEX CIIOKHOCTAX, KOTOPbIE BCTAIOT
Ha MyTH CEeMbH, BOCIIUTHIBAOIICH pedeHka ¢ cuaapoMom Cmut-Marenuc. Ha sty
KHWKKY TIOCTYIIAIIO MHOTO TTOJIOKUTEIBHBIX OT3bIBOB CO CTOPOHBI CIIELIUATIUCTOB
u poautelnei. B mepuoa paboThl Hal KHUKKOW Ha MEHS BBIIIUIH €I IBE MaMbl
nerer ¢ cuaapoMoM Cmut-MareHuc, 1 MHE CTaJIO SICHO, YTO MPHIILIA Topa
CO37aBaTh POJUTEIHCKOE COOOIIECTBO.

B 2010 rogy Mbl ¢ KIMHUYECKUM TicuxoJiorom Jlnaueit BnagumupoBHOH
®denopoBoii coznanu caiT http:// www.smith-magenis.ru/. OpuruHanbHbIe

MaTepualbl JJIs pa3zenna «moapoOHo o cuHapome» http://www.smith-
magenis.ru/aboutsms/ mepeBesl ¢ aHTJIMKUCKOTO sI3bIKa MPO(ecCHOHATBHBIN

MIEPEBOTYMK MEIUIIMHCKOM JIUTEPATYPhl — KaHIUIAT OMOJOTHYECKUX HayK EieHa
PunaroBna TumodeeBa. Ha caiite pazmemniena most KHKKa http://www.smith-

magenis.ru/library/vnl.html . O4ens nieHHOM 17151 HAC ObLIAa MOAAEPKKA caiiTa

JOKTOPOM MEAMIIMHCKUX HayK, npodeccopoM Koncrantunom FOpneBuuem
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MyXuHBIM U €T0 NpeJIoKEHNE Pa3MECTUTD Ha caiite riaBy 5.2 «Cungpom CMuT-
Marenucy u3 kauru K.1O. Myxun, A.C. Ilerpyxun, A.A. XonuH
«Onunentuieckue sHIedanonaTHy y AeTel U cxoxue CHHApoMb», M. 2011.
http://www.smith-magenis.ru/library/epilepticheskie-enczefalopatii-i-sxozhie-

sindromyi-u-detej.html . OT3bIBBI Ha CAUT MOXKHO TPOUYUTATH B pa3jeie

http://www.smith-magenis.ru/guest-book.html.

[TocTeneHHO BOKPYT cailTa Hauajao coOMpaThCs Hallle POJIUTEIBCKOE COOOIIECTRO.
Ob6pamranuce poaurenu u3 Poccun, Ykpaunnsl, benopycu, a Takxke pyccKosi3pIYHbIC
CEMbU IEpEeEXaBIlINe Ha MOCTOSIHHOE MecTo xuTesbeTBa B CLIA u Kanagy. C 2010
1o 2019 rojsl o01ieHnEe pOAUTENEH MEXKIY CO00M TPOUCXOIUIO0 UCKITIOUUTEIIBHO
Ha dopyMe caiita http://www.smith-magenis.ru/forum/.

JajabHelliee pa3BUTHE MPOEKTA:

B 2011 rogy msl ¢ myxeMm Betynid B PRISMS u nocniennue roasl sBiasieMcs
pernoHansHbIMU TipeacTaBuTessiMu PRISMS B Poccuiickoit peneparu
https://www.prisms.org/get-involved/get-connected/. Uadopmarnuto o

poautenbckux CMUT-MareHuc opraHu3anusax JpyTrux CTpaH MOKHO HAUTH Ha
caitte http://www.smith-magenis.ru/roditelskie-sms-soobshhestva-v-mire.html.

B nepuon ¢ 2011 mo 2016 roap! s HanKcaia HECKOJIBKO CTaTel 0 JoUepH, €€
BOCIIUTAHUU U HAIIEM POAUTEIILCKOM cool1iecTBe. [[Be n3 HUX — Ha aHTJIIUICKOM
s3bIKke ObuTH onmyOukoBaHbl B 2011 u B 2016 rogy B xkypHaiie «Spectrumy -
€XKEKBAPTATLHOM HOBOCTHOM m31annu PRISMS, nx M0>XHO HalTH Ha caiiTe B
pazaene «cratbu» http://www.smith-magenis.ru/articles/ .

B 2017 rogy HECKOJIbKO HAlIUX CEMEW BCKJIaAUMHY OIUIATUIN MPOo(heCcCUOHATbHBIN
NIEPEeBOJ] PyKOBOJICTBA /ISl IEAaroroB «Ku3HEeHHBIH MyTh ¢ cuHapoMoM CMUT—
Marenuc (CMC): CnpaBounoe nocooue ams mkom» bapbapa Xaac-I'usnep u
bpenna ®unykan. http://www.smith-magenis.ru/library/zhiznennyij-put-s-

sindromom-smit%E2%80%94magenis-(sms)-spravochnoe-posobie-dlya-
shkol.html

B 2019 roay poautenbckoe oOlieHre 1 0OMEH OIMBITOM ObLIO MEPEHECEHO C
¢dopyma caiiTa B 3aKphITyIO Ipyniy Ha Viber
https:/invite.viber.com/?g=mhW1Wq090EebTVyfAhDIMbWEQUwTzzxL , Kak OoJee
y100Hy!0 momaaky. OaHako crapblil OpyM MbI PELIMIIA COXPAHUTD, IOCKOJIBKY
OH OY€Hb UH(POPMATUBEH B YaCTU POAUTEILCKUX BOIIPOCOB U IEPEKUBAHUI, a €ro
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YTEHHE MOKET OBIT MOJIE3HBIM JIJIsl TOCETUTENIEN caiiTa: KaK ClelMaIuCTOB, TaK U
POAUTENCH-HOBUYKOB.

B 2020 rogy s pemnia NpuBiedb K COTPYIHHUYECTBY C POIUTEISIMU
npogeccuoHanoB (Bpayeil, ICUXOJIOrOB, IIEAAaroros) U co3aaina B deiicOyke 1Be
HOBBIC IUIOIIA/IKH:
® OTKPBITYIO JUISI BCEX HHPOPMAIIMOHHYIO CTpaHully « Cmum-Mazenucy
https://m.facebook.com/bkafengauz/

e 3akpeITylo rpynny « Cmum-Mazenuc Coopyscecmeo pooumeneii u
cneyuanucmog - CMCpucy
https://www.facebook.com/groups/443505446229004/

['pynmy nojiepxanu cieayromye CrelHalucThl: neauaTp-peadbunuronor Bepa
AnekcannpoBHa lleTnnna, nenuarp-ractposnreposior AuHa CepreeBHa 371001Ha;
KaHJIUJIAT TICUXOJornyeckux Hayk Mapuna MuxaiinosHa [leTnun; kanauaat

IICUXOJIOTUYECKUX HAYK DibBUpa BiagumuposHa CamapuHa; ICUXOJIOT,
nedekroor, onmuroppenonenaror, soroneq Mpuna EBrenbeBHa ABepuHa;
KIIMHUYECKUN nicuxonor Jinaua Bnagumuposaa denoposa; KIMHUYECKHAN
nicuxotor Enena DayapnosHa ['azaposa.

C uenpio pacpocTpaHeHus: UHGOPMAITUH O HAIIIEM COJIPYKECTBE Mbl IPUHUMAEM
aKTUBHOE y4acTHE B €KEr0JHO MPOBOAUMOM 17 HOsI0pss Mex1yHapoAHOM JTHE
OCBEJIOMJICHHOCTU 0 cuHApome Cmut-Marenuc — SMSAwareness Day.

B 2020 romy MbI co3ganu U pacnpocTpaHmia B untepHete 11 GoToponnkos.
Kaxapiii poToposiuk paccka3bIiBaeT 0 *KU3HU OJIHOTO U3 HaIUX AeTei. Bee ponuku
MOKHO TTPOCMOTpPETH Ha cTpanulie «Cmutr-Marenucy B deiicOyke
https://m.facebook.com/bkafengauz/ Ponurenu pacnpocTpaHsiii poJIuKH U B
JIPYTUX COLMANIbHBIX CeTaX: «BkoHTakTe» n «OqHOKIIACCHUKI.

B 2021 rogy Mbl noaAroToBuiiv (POTOPOJIMK O HAIIUX rOpoaxX, O HAIIUX ACTIX U O
HaIlleM POAUTENbCKOM coobtecTBe https://youtu.be/USgUAehQvDS .

B 2021 rogy umMeHHO HaIlle poaUTEILCKOE COOOIIECTBO CO3/IalI0 PAMKY B
DeiicOyke ms1 SMS Awareness Day 1 npeyiosKuiio ee K UCTIOJIb30BaHUI0
MEXIyHapoaAHOMY cooOmiecTBy. MHunmatupy ¢ pamkoit noaxsaruiau PRISMS u
poautenu netei ¢ cuaapomom Cmutr-MareHuc Bo BceM MuUpe. ABTOp PaMKH -
yjieH Hamero coapyskecrBa AnHa [llumkuna.

B 2021 rogy MblI co31aJI1 HHTEPAKTUBHYIO KapTy JUAarHOCTUPOBAHHBIX C
cuagpomoM CMuT-MareHuc 1o JaHHBIM HaIIero cooo0IIecTBa
https://padlet.com/nadiapnmrv/urqt82mi8zovgvpc

B 2021 rony, 61arogapsi B3auMOJICHCTBUIO ¢ OPUTAHCKUM POJAUTEIHCKUM
COOOIIIECTBOM, B HHTEPAKTHBHYIO KapTy MHUpaA JUATHOCTUPOBAHHBIX C CHHAPOMOM
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Cmurt-Marenuc ObLIM J00OaBJICHBI HAIU ACTH
https://www.google.com/maps/d/u/0/viewer?mid=1hEMALSCLsp11IdWFn ghtPtz
OH4&ftbelid=IwAR2ZayRgBf60SdU4MksIKXvQ9cdEIZ8poAlzZHmkVSIgBJ8wf
fVovXCbt5SBU&II=-3.81666561775622¢-14%2C151.61033665000002&z=1

BriBoa:

3a npomeniue 12 et paboThl NPeICTaBICHHOTO MPOoeKTa K HaM obpaTtuioch 30
cemell . [IpuHrMast BO BHUMaHUE 4acTOTy BCcTpedyaeMocTu cunapoma 1:25000, sto
Ype3BbIYAHO MaJIo, U CBUJIETEILCTBYET O HEJJOCTATOYHOM TUArHOCTUKE CUHAPOMA
Cmut-Marenuc B Poccuiickoit denepannn, B Ykpansne u bemopycun.

OTtcraBaHue TUArHOCTUKH B ATUX CTpaHaX 0COOCHHO BUHO HA MUPOBOM KapTe
JIMarHOCTUPOBAHHBIX
https://www.google.com/maps/d/u/0/viewer?mid=1hEMALSCLsp [ IIdWFn_ghtPtz
OH4&ftbelid=IwAR2ZayRgBf60SdU4MksIKXvQ9cdEIZ8poAlzHmkVSIgBJ8wf
fVovXCbt5BU&I=-3.81666561775622e-14%2C151.61033665000002&z=1

Ily6aukanuu o npoekTe B NPo()ecCHOHATBHBIX CO00IIECTBAX:

Ha noprasne ncuxonoruyeckux HOBOCTEH
https://psypress.ru/psynews/28840.shtml

Ha nmoprane ncuxonornueckux uznanui PsyJournals.ru
https://psyjournals.ru/psynews/124698.shtml

Ha noptane dbenepaibHOTO peCypCHOT0 IEHTpa «AyTU3M»
https://autism-frc.ru/news/world/1307

Ha caiite Downside Up/dayHcaiin An

https://www.facebook.com/groups/443505446229004/permalink/10135065292288
90/
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