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KoHdepeHumMa no cnuHanbHoi mblweyHoi atpodpumn (CMA).

Mocksa. 29 ceHTABpPA — 2 OKTAGPA
Npurnawaem Bac npuHATL yyacTMe B nporpamme MepBon poccuickoirt KoHdepeHuun no CMA
(cnMHanbHOM MbllweYyHoM aTpodum), KoTopasa coctoutca B MockBe ¢ 29 ceHTABpA no 2 okTabpa 2016r.

Mporpamma KoHdepeHuun byaeT noceAlleHa pa3bopy OCHOBHbIX BOMPOCOB, CBA3aHHbIX C paboTol c
60/IbHbIMM CMIMHANBHOM MbllWEeYHON aTpoduMein ¢ MOMeHTa MOCTAaHOBKM AMarHo3a. Ha Bpema KoHbepeHuuwn B
Poccuio cneumanbHO nNpueayT UTaNbAHCKME cneumnannctbl U3 ueHTpa SAPRE, KoTopbli nomoraeTt aetam co CMA u
yypexgeHui 3apaBooxpaHeHma Utanmu. Momumo o6LWIMPHON NEKUMOHHOM nporpammbl, ByaeT opraHW3oBaHa
NpaKTUYecKkas LWKo/Ma MO BOMPOCAM anbTEPHATUBHOM KOMMYHMKALMW U MCUXOJIOTMYECKOFO COMPOBOMAEHMS,
KpYyr/ible CTO/IbI NO BOMpPOCam opToneauu u avetonornn. Kpome storo 6yayT opraHM30BaHbl KOHCY/bTaLUK Ans
poccuickmnx cemeli ¢ geteMn CMA, a TakyKe obyyvatoLLan nporpamma g1 CneLmanmcTos.

KoHdepeHuua opraHusyerca bnarotsoputensHbim PoHAOM MOMOLLM AETAM CO CIMHANBHOM MblLLEYHOM
atpoduein n Apyrumn HepBHO-MbILEeYHbIMK 3aboneBaHnAMK «Cembn CMA» Npu nogaepxke PoHAa nomowm
xocnucam «Bepa».

Mecmo npoeedeHus: MOCKOBCKUIA 0M 06LL,eCTBEHHbIX OpraHu3auuii,
. MocKBa, M. PasaHcKuMii npocneKT, 4-i1 BelWHAKOBCKUI npoe3a aom 1, kopnyc 1

B TeyeHue uyeTblpex pAHeN KOHObEpPeHUUW WTANbSHCKUE W POCCUMUACKME CMEeLMasncTbl PacCKaxkyT o
3a60n1eBaHUN 1 ero 0cobeHHOCTAX, NPOBEAYT PAL MACTepP-KNaccoB MO UCMOb30BaHUIO OCHOBHOIO 060pya0BaHMA
M MaHyasibHbIX TEXHWUK Npu paboTe c nauneHtTamm co CMA. [loknazbl, NpeacTaB/iieHHble Ha KOHpepeHuMm, NoMoryT

NO3HAKOMUTLCA C HOBbIMU TEXHONOTUAMU 60pb6bl Cc npoAsBieHNAMU 3a6OI'IEBaHMF|, nannnaTUBHOM noagaepxke.

B pamkax KoHbepeHuMM nnaHupyeTca: nposedeHWe o6Liei NeKUMOHHO-NPEe3eHTAaLMOHHOM YacTu ¢
BbICTYNNEHMAMU U LAEMOHCTPAUMAMM HEOBXOAMMBIX TEXHWK, OTKPbITble 444 MOCelweHnsa rpynnosbie U
WMHOMBUAYaNbHbIE KOHCY/AbTauuu naumeHtoB co CMA, nposefeHue MNPaKTUYECKOW WKoAbl MO BOMpoOCam
aNbTePHATUBHOMN KOMMYHMKALMM U MCUMXONOFMYECKOro COMnpoBOXKAeHuWa getei co CMA, Kpyrablit cTton no

BOMpocCam opTtoneaunn.

Mporpamma KoHdepeHUnn B HACTOALWMIA MOMEHT yTBEp:KAaeTcAa u byaeTt onybsnkoBaHa B BavKanwee

Bpema. I'Ipe,a,BapMTeanblﬁ CNMUCOK TeM OOKNaaoB KOHCbEDEHLI,MM Bbl HAMAETe B KOHLE NUCbma.

Yuactme B wuccnepoBaHuM. B pamKkax KoHoepeHuum 6yaeT npoBOAUTLCA Habop Y4yaCTHUKOB B
MeAyHapoAHOe MucciefoBaHMe MO MUTaHWIo naumeHToB co CMA, KOTOpoe NpOoBOAMT KOMaHAa MTa/bSHCKUX
HyTpMLUMOoMoroB. Mbl MNpUrnaliaem 3aMHTEPEeCcOBaHHbIX POCCUWCKMX CNeuuaanctoB B 06/1acTM  AMEeToNoruu

NPUCOeANHUTLCA K NPOBEAEHMIO UCCNeA0BaHMA.

OTKpbiTa pernctpaumsa Ha ydactme B KoHdepeHuun. [ns obopmieHUs 3adaBKM HEOBXOAMMO 3aMnONHUTL

perucTpaumoHHnyto popmy - https://goo.gl/forms/a2dY0ax2r9VrgQH52

Mo ecem sonpocam, ceA3aHHbIM € yyacmuem 8 KoHghepeHyuu KoHmakmuposams: 89264714926,
germanenko@mail.ru Onvea lepmaHeHKo
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MpeaBaputenbHaa nporpamma KoHdepeHuun:

Obwue nNpuHUMNbI OKasaHMa nomouwy naumeHTam co CMA, opraHusaums paboTbl C cembaMM
NauMEeHTOB M MApLLIPYTU3aLLMA NALUEHTOB.

KomnneKkcHoe oKa3saHue nomoliuy naunmeHtam co CMA 2-3 tuna

KomnneKkcHoe oKasaHue nomowm naumeHtam ¢ CMA 1 tuna

LLKkanbl oueHKM coctosiHus y geteit CMA 1 tuna (CHOP-Intend) 1 ee ponb, nepnognMyHocTb 1 np.
LLKanbl oueHKM coctosiHua y aeteit CMA 2-3 tTuna (XammepcmuT 1 np.).

Mopbop M onTUMM3aUMA TepaneBTUYECKUX CTPaTernii Nomoliy B COOTBETCTBUM C MO3ULUEN
CEMbM.

OcHOBbI PU3MOTEPANEBTUYECKOTO COMPOBOXKAEHNS NMPU OKa3aHMM NOMOLLUM NauneHTam co CMA.
PaHHAA nomoulb AnAa naumeHtoB co CMA 1 1 2 Tmun (B TOmM 4Yncie Tepanus NONOXKEHUEM U
6e30nacHOCTb)

Cuctema anbTepHATMBHOM M AOMNOJHUTENbHOM KOMMYHMKaumn B paboTte ¢ getbmn co CMA 1
TMNa n aetbmn Ha MBJ1. Ucnonb3oBaHMe KOMMYHUKATUBHbIX Npoduiei, BHegpeEHNE CUCTEMDI
KapToueK, paboTa ¢ cuctemamm ynpas/ieHMA FNa3oM.

OcobeHHOCTU OpTONeaNYECKOro CONPOBOXKAEHUA NauneHTos co CMA.

Mounck TepaneBTUYECKUX cTpaTernin nedeHna CMA 1 KAMHMYECKMe UCMbITaHUA.

Mpobnembl BegeHua naumeHToB co CMA 1 Tnna: AnbTepHaTMBbl NyTU BeaeHUA. Boibop cembu.
CtpaTerum n NpOTOKO/1bl MOMOLLM.

MannnatmeHOe conpoBoXaeHue naumeHTos co CMA.

PecnupatopHada noaaepKka u MeHeXMeHT cekpeumn y naumeHTos co CMA.

MeHeaKMeHT MOKPOTbI (pa3Hble MPUBOPbI, PyYHble TEXHWUKK), AblXaTe/bHasA TMMHACTUKA
MpumeHeHWe annapaTHOM pecnupaTopHOW noAdeprkke Yy nauueHtoB co CMA (HUBA,
Tpaxeoctoma, MBJ). JonrocpouHbiit HUB/ vs UBJ

PecnupaTopHbIi MeHeaXMeHT B 0bOLLel cMcTeme OKasaHMA Nomolm gns nauyeHTos co CMA.
[OnarHocTMKa COCTOAHMIK, Tpebylowmux BMewaTenbcTBa. [lpodunakTuka pecnmnpaTopHbIX
OCNOXKHEeHUM. NMoaxoapl K OKazaHMIo NoOMOLLK. [POTOKOIbI NOMOLLM.

Mcnonb3oBaHMe melKka AMByY, oTKalwmMBaTena u gpyrux npnbopos gns obieryeHmMa cCoCToAHUSA
aeten n B3pocnbix co CMA

OCHOBHble NMPUHUMUNBI AUETONOTMYECKOro COMpPoBOXAeHMA nauneHToB co CMA. OcobeHHocTU
obmeHa BeulecTB y geteit co CMA. Heobxoaumsble nccnegoBanus y pebeHka CMA. OcobeHHOCTH
HasHayeHuA anetbl. Anetotepanma. O NPOBOANMOM MUCCNE0BaHMM NUTaHMA y aeTeit co CMA.



