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Lenb

Konepennus nocesieHa npeacraBieHuo srana [IporpaMMbl nogaep Xk MaleHTOB CO
CMA u ux cemeii «Bcepoccuiickuit ®opym «Yuuepcurer CMA» Bceepoccuiickoro corosa
HalMEeHTOB, BONPOCaM OOIIECTBEHHO-NPO(ECCHOHATBLHO-TOCYJAPCTBEHHOTO B3aUMOICHCTBHS, a
TaK)XK€ BOIIPOCAM OPTraHM3ALMU MYJIBTHAUCUUIUIMHAPHOTO MOAXO0AA IPU OKAa3aHUHM MEIULIUHCKON
nomoun  manueHtraMm  co  CMA,  ¢dopmupoBaHMiO M OpraHuzalMu  paboOThI
MYJIBTUIUCIUILIMHAPHON OpUrajipl Bpauel CEeHalIiCTOB 10 JICYEHUIO U BEJICHUIO NAIlUEHTOB CO
CMA, opranuzanuu o0y4eHus: Bpauel-CrelnaaucToB MyJIbTH JUCHUIUIMHApHBIX Opuran (M/IB)
u3 cyonekToB PO.

3apaum:

® OO6cymure nyTH peanM3ald OpraHU3allid MYJIBTHAUCIUILIMHAPHOTO TI0AX0Aa IIpH
OKa3aHWM MEIUIIMHCKON oMol nanuentam co CMA B cyobekrax PO

®  CdopmupoBarh dKCIEPTHOE MHEHHE M IPEMIOKEHHS I0 MOPSAAKY (HOPMUPOBAHUS W
OpraHu3ai padOThl MYJBTHIUCIUIUIMHAPHONW KOMaHbl Bpaueil CIEIMAIUCTOB IO JICYCHUIO U
BEJACHHIO MmarueHToB co CMA,

" UudpopmupoBarh CrenuatucToB (HEBPOJIOTOB, TEHETHKOB, JETCKUX HEBPOJIOTOB) OPraHOB
ynpasieHus: B cdepe 3apaBooxpaHeHus cyobekroB PO o Ilopsake opranuszanuu oOydeHus
Bpavyel-CrelnatucTOB MYJIBTH JUCHUIUIMHAPHBIX Opuraa (M/1b) u3 cyobekros PO

" TIpencraButh 00pa3oBaTeNbHBIN UK «MyJIBTHANCIUIUIAHAPHBINA MOAXOM K BEICHUIO
NAlMEHTOB C MOJATBEPXkKIECHHBIM JIMArHO30M CIMHAJIbHAs MblleyHas arpodus 5q», cocTosmui
u3 1 6a30BOi U 5 cieMaTM3UPOBAHHBIX IPOTPAMM.

YYyacCTHUKH

KoHtepeHuuss mnpoBOAMTCS MNPH yYaCTUM IVIABHBIX BHEIUTATHBIX CIIEUAIUCTOB
MuHuncTepceTBa 3paBOOXPAHEHUS poccuiickor denepalni 1 OpraHOB UCIOJHUTEIBHOM BIIACTH
B ctepe 3mpaBooxpaHeHHs cyObekToB P® 1o mnpoduiaro HEBpoJOTrHs, T€HETHKa, JeTcKas
HEBPOJIOTHS, 3KCIepToB Bceepoccuiickoro oOmecTBa HEBposoros, Bcepoccuiickoro corosa
nauueHToB, npeacraBureneil @I'BHY  "Meauko-reHeTUYECKU HAy4yHBI LIEHTp HWMEHU
akagemuka H.II. bBoukoBa", oOIIECTBEHHBIX OpraHu3aluii M OOIIECTBEHHBIX COBETOB,
IPEICTaBJIAIOIINX UHTEPECH B TOM YHCIIe naiueHToB co CMA




Penun3 koHpepeHUunn

B cBsa3m ¢ Tem, 4TO A4 MOMOIIM MAalMeHTaM CO CHUHAJIBHOM MBIMIEYHOU aTpoduu
(CMA5q) B Poccuiickoit ®enepaunu 3aperucTpUpOBaHbl TPU AOPOrOCTOALIMX Ipernapara
HEoOXoauMo c(OopMUpPOBaTh €IUHBIN IOAXOX Ha YPOBHE T'OCYJapCTBEHHOIO PpEryJIUpOBAHUSA
JOCTyIa K JICYEHHIO, OpraHU3alluy IMarHOCTUKY U BeieHHs nanueHTos co CMASq.

B Poccuiickoii @enepanuu ¢ 2023 1. 3amyiieH NpOEKT HEOHATaJbHOIO CKPUHMHIA, B
yactHoctu Ha CMASq, koTopelii oOecneyuBaeT paHHEE BBISBICHHE [AalMEHTOB, YTO
MOJPa3yMEBAET MOBBIILIEHUE UHPOPMUPOBAHHOCTU M FOTOBHOCTH PErMOHAIBHBIX CIIELUATNCTOB
K OKa3aHMI0 MEAMLIMHCKOM nomomu nanueHtaM co CMASQ B COOTBETCTBUM C KIMHUYECKUMU
peKOMeHAAMAMY, YTBEpKAeHHbIMU HayuHo-npakTnueckuM coBetoM MuHn3npasa Poccnn.

B 2023 rony Bcepoccuiickuii cor03 MaieHToB MpoaoKaeT peanusanuio [Iporpammel
MOJIZICP’KKHU TAIMEHTOB CO CIIMHAIBHO-MBIIIEYHOM arpodueit (manee CMA) u ux ceMei.

[IpuoputernpiMu  3agadamu B 2023 rofy SBIAIOTCA: IOArOTOBKA MEIUIIMHCKHUX
crenuanucToB, paboramomux ¢ mnanueHtamu co CMASqQ u  uX  ceMbsiMH, CO3/1aHue
OpPraHU3alMOHHONM OCHOBBI I PEaJM3alUyd MYJIbTUAMCLUIUIMHAPHOIO IOAXOAa K JICYCHUIO U
BEJCHHUIO MAlMEHTOB, (OPMUPOBAHHUA U TOCIEAyIOLlEed pabdoThl MEXAUCHUIITMHAPHBIX
MEIUMIMHCKUX Opurag B cyObekrax Pd, pa3BuTHe HOPMAaTHUBHOIO ¥ HH(POPMALMOHHOTO
obecrieueHnss METMIIMHCKON oMot narmentam co CMASq.

MJIb  oObeauHSAIOT 1MOJ  PYKOBOJACTBO  Bpaya-HEBPOJIOTa/JETCKOTO  HEBPOJIOra
CIIEIYIOIINX: CHEIHAINCTOB Bpadei-neauarpoB, Bpauell TeparneBToB, Bpadeil oOIiel NMpakTUkKu,
Bpauel-TpaBMaToJI0r0B-OpPTOIIE0B, Bpauel-aHEeCTE3U0JIOIOB-PEAHUMATOJIOIOB, Bpauei-
MyJIbMOHOJIOTOB, Bpauel-racTPOIHTEPOJIOrOB, BpPAYEH-TUETOJIONOB, Bpadyed Mo JeueOHOU
¢Gu3KynabTYpe, Bpauedl [0  MEIMIMHCKOM  peaOunuTauuu, Bpaded  ¢usmueckol U
peaduINTAIMOHHOM METUIIUHBI, BpaueH MO0 MaJTTHATUBHON MEIUIIMHCKON TTOMOIIIH.

Benymumu cnenuanmucramu GI'bHY «Menuko-reHeTH4ecKkuil Hay4dHblii LEHTP MUMEHHU
akagemuka H.II. BouxoBa» (D®I'BHY «MI'HLl») paszpaboran umki mporpaMM IOBBIIIECHUS
KBaJIM(PUKALUU Bpayel-CIelUaIUCTOB M0 TeMe «MyIbTUANCIUIUTMHAPHBIA MOAX0A K BEICHUIO
MalKMEHTOB C MOATBEPKACHHBIM auarHozoMm CMA 5q». IIporpaMmsbl yTBEpKII€HBI Ha MOpTaie
HM®O.

OaHHbIX UMK BKJIlOYaeT:

® bBasosyw mnporpammy «MyIbTHINCIMIUIMHAPHBIA MOAXOA K BEIEHHUIO ITal[MEHTOB C
MOJITBEPKACHHBIM JHArHO30M CIIMHAJIbHASI MBIIIeYHast arpodust Sq» DTa mporpamma siBISIETCS
0a30BOM U 00s13aTENBLHOM TSI BCEX Bpadei-CrieluanucToB , Bxoasmux B M/Ib.

® 5 cnenMaaM3HPOBAHHBIX MPOrPaMM

1. CnenuanusvpoBaHHas mnporpamma 1. «/lprxarenbHass ToOoJEpXKKa y JIE€TEH,
MOJIPOCTKOB U B3POCIBIX B CTPYKTYpE MYJIBTUIUCHUIUIMHAPHOTO TIOJXO/AAa OKa3aHUs
MEJIUIIMHCKOM oMoty nanuentam co CMASqg»

2. Cnenuanu3upoBaHHas mporpamma 2. «Oproneaudeckas KOPPEeKIUs OCIOKHEHHI
U peaOdMIMTAIMOHHBIC MEPONPHUATHS B pab0Te MYJIBTHAUCIMILIMHAPHON KOMAHJIBI TIO0 BEIACHHUIO
nanueHToB co CMASqg»

3. CrenunanusupoBaHHas nporpamma 3. «OneHka cocTosHUS M 3((EeKTUBHOCTH
Tepanuy NaueHToB ¢ pa3HbIMU TUIIaMU CMAS(Q 110 00IIENPUHATHIM IIKaJIaM»

4. CneunanusupoBanHass nporpamma 4. «IIpoOnemMbl M OCIOXKHEHHS TEUECHUS
CMAS5q, cBsI3aHHBIE C COCTOSTHUEM KEITYI0UYHO-KUILIEYHOTO TPAKTa U MUTAHUEM»

5. Cnenuanu3zupoBaHHas nporpamMmma 5. «CoBpeMeHHbIe MHOAXOObI
STHOMATOTCHETUICCKOW TEepamud W KOHTPOJb J(P(HEKTUBHOCTH JICUCHHS TIPU OKa3aHUU
MYJbTUAUCIUIUIMHAPHON MEAUIIMHCKOM oMoty nauuenram co CMASq»



NMporpamma

Mooepamoput

1. Bbyxapoma T.B., k.0.H., 3amecTuTEIb AUPEKTOPA MO 00Pa30BATEILHON PabOTE - TUPEKTOP
WNucTuTyTa BBICHIETO M JOMOJIHUTENBHOTO MpodeccruoHasbHoro obpazoBanuss GI'BHY
"Menuko-reHeTHIeCKUA HaydHbIN 1IeHTp nMeHH akagemuka H.I1. boukosa"

2.  Hecunena O.B., Koopaunarop Beepoccuiickoro gpopyma « Yauusepcurer CMA», COBEeTHUK
conpencenarens BCII mo opranuzanuu cUCTEM 3ApaBOOXpaHEHUS

Bpems Cnukep, moaepatop TeMa BbICTYNJIEHUA
10.00-10.30 Kyues Cepreit UBanoBu4 ®opMUPOBaHUE €IUHOTO MOAXO/1A HA
0.M.H., akademux PAH, /lupekmop YPOBHE IOCYIapCTBEHHOI'O
@I'FHY «Meouxo-eenemuyeckuii pEeryJIrMpoOBaHus JOCTYIA K JICUECHUIO,
Hayuuvlll yenmp umenu akaoemuxa H.II. opraHW3aluu TUarHOCTUKH U BEICHHUS
Bouxosay, I nasnwviii énewumammnulii nanuentoB co CMASq.
cneyuanucm no MeOUYUHCKOU 2eHemuke P N
0J1b 3ammy1eHHoro B Poccuiickoit
Munzopasa Poccuu
Oenepaunu ¢ 2023 1. npoekTa
HEOHATaJIbHOTO CKPUHHHIA, B
gactHocTH HAa CMAS5(q, B paHHero
BbISIBJICHUS MMALIMEHTOB U HavaJia
IIaTOTEHETUYECKOM TepaInu.
10.30-11.00 MapreinoB Muxana IOpreBnu AKTyanbHOCTb (POPMHUPOBAHUS CHCTEMBI
0.M.H., npogeccop, uneH- OKa3aHMsI MEIUIIMHCKON TTOMOIIHN
xoppecnonoenm PAH, [lepauviil nauueHtam co CMA Ha ocHOBe
3amecmument 2eHepalbHO20 OUpeKmopa  MYJIBTUAUCUUIUIMHAPHOTO MOJX0/a.
QOI'BY «DedepanvbHulil yeHmp mo3ea u B
. . QXKHOCTb TTOBBIILICHUS
nevpomexnonozuiy ®MBA Poccuu,
- . WH(OPMUPOBAHHOCTH U TOTOBHOCTH
Yuenwiii cekpemapev Bcepoccutickoeo
PETHOHANIBHBIX CTICIIHATIICTOB K
obujecmea Heepos0208, UleH o
OKa3aHHUIO MEAUIIMHCKOM MOMOIIIN
IIpe3uouyma npasnenus
. nanuenTam co CMAS(Q B COOTBETCTBUH
Bcepoccuiickozo obwecmea nesponocos
C KJIIMHUYECKUMU PEKOMEHAAIUSAMU,
yTBepkaeHHbIMU HayuHo-
MPaKTUYECKUM coBeTOM MuH3/1paBa
Poccun.
11.05-11.30 Buacos fIu BragumupoBuyu OCHOBHBIE TPUOPUTETHBIE 33/1a4U U

o0.m.H., Conpedcedamens
Bcepoccuiickoeo corwsza nayuenmos,
IIpeoceoamenv Cosema obujecmeeHHbIX
opeanuzayuil no 3awume npas
nayuenmos 6 @edepanvbHoli cuydicoe no
Hao3opy 8 cghepe 30pasooxpanerus,
npogeccop Camapcrozo
Tocyoapcmeennozo Meouyunckoeo

HarpaBieHus peanuszanuu [Iporpammel
TOJI/ISPYKKHU TTAIIMEHTOB CO CITMHAIBHO-
MbImeyHo# arpodueii (nanee CMA) u
HX CeMEH, CO3JaHHOM MO0 HHUIIHAITUU
BCII B 2023: moaroroBka MEIUIIMHCKAX
CHEIHMANIMCTOB, PaOOTAIOIINX C
nanueHTamu co CMASq u ux cembsiMmu,
CO3/1aHUE OPTaHU3AIIMOHHONW OCHOBBI




Ynusepcumema, unen Cosema npu
IIpesuoenme Poccutickoti @edepayuu
N0 PaA3BUMUIo 2paicOaHCKO20
0bwecmea u npasam uenosexa

JUIS peanu3aliu
MYJIBTHIUCIUTUIMHAPHOTO TIOAX0Aa K
JICUCHUIO U BEICHUIO MAIUEHTOB,
(hopMUPOBaHUS U TIOCIIEAYIOMICH
PpaboThl MEKIUCIUTUTMHAPHBIX
MEIUIIMHCKUX Opurasn B cyobekrax PO,
pa3BUTHE HOPMATUBHOTO H
MH(POPMAITMOHHOTO 00ECTICUCHHMSI
MEIHUIIMHCKOM MOMOIIY MAllUeHTaM CO
CMA35q.

11.30-12.00

Huxntun Cepreii CepreeBu4
0.M.H., npog., 3asedyrowuii kaghedpoi
2EHEMUKU He8PONIO2UHECKUX OONe3Hel
UBJ/[TIO ®I'FHY « MI'HI]»

[Ipe3eHTanus nuKiIa NporpamMm
MOBBIIIEHUS KBAJIN(UKAIIMH Bpade-
CHEIHAJIMCTOB 10 TEME
«MynbTHIUCIMITIMHAPHBIN MOJXO0A K
BEJICHUIO MAIlUEHTOB C
MOATBEPKIACHHBIM ArarHozoM CMA
5q», cocrosiiero u3 1 6a3oBoii u 5
CIEeLMATU3UPOBAHHBIX TPOrPaAMM.

Ponb Benynux cnenunanuctos @T'BHY
«Menuko-reHeTH4eCKUI HayYHbIN
ueHTp umenu akagemuka H.I1. boukoBa»
(O®I'BHY «MI'HLl») B popmupoBanuu
tpaekropurn HMO Bpaueit, BXoasmux B
MYJIBTUAUCIUIUIMHAPHYO KOMaHIY [0
BEJICHUIO U JICYCHUIO MTAIUEHTOB CO
CMA

12.30-13.00

13.00-13.20

byxaposa T.b.

K.0.H., 3amecmumens oupexmopa no
0bpazosamenvHoU pabome -Oupexmop
Hucmumyma evicuezo u
OONOIHUMENLHO2O NPOPECCUOHATBHO2O
obpasosanua PI'BHY "Meouxo-
2eHemU4ecKUull HayuHblll YeHmp UmMeHu
axademuxa H.I1. Boukosa"

MepepbiB

WNudpopmupoBaHue y4acTHUKOB
KOH(EpeHIIUU O MOPSAIKE U CPOKax
peasinzanun oopa3oBaTebHON 6a30BOM
nporpamMmmbl « MynbTHANCIUTIIIMHAPHBINA
MOJXO/ K BEACHUIO MALIUEHTOB C
MOATBEPKICHHBIM JHArHO30M
CMMHAJbHAS MbILIeYHast aTpous Sq»

13.20-14.20

byxaposa T.b.

K.0.H., 3amecmumens oupekmopa no
obpazosamenvHou pabome -Oupekmop
Hnucmumyma evicuezo u
OONONHUMENbHO20 NPOPDECCUOHATBHO2O
oopazoeanus OI'BHY "Meouxko-
2eHemuyecKuti HayYHblil YeHmp umeHu
akademuxa H.I1. boukosa"

OTKpBITast AUCKYCCHS IO BOITPOCAM
peanuzanuu [IporpaMMbl OIACPIKKH
nameaToB co CMA u ux cemeii BCII u
BOIIpOCaM OOIIECTBEHHO-
podeCcCHOHATBHO-TOCYIaPCTBEHHOTO
B3aMMOJICHCTBHS, a TAKXKE BOIPOCAM
OpraHHU3allKi MYJIBTHIACITUTUTHHAPHOTO
IOJIX0/a MPU OKa3aHUHM MEIUIIMHCKON
noMmortu nanuearam co CMA




IIecnena O.B.

Koopounamop Bcepoccuiickozo ¢popyma
«Ynusepcumem CMA», cosemnux
conpeoceoamens BCII no opeanuzayuu
cucmem 30pagooXpaHeHus:

ITonos Cepreii CepreeBun4
1opucm-koucyibm Bcepoccutickoeo
coK3a nayueHmos

Cuneoxk Esrenus BurajaneBsna
K.M.H.

AcramuHa Exarepuna EBrenbeBHa
K.N.H., PeYeH3eHM NPocPpamMMbl
«MynomuoucyuniunapHwiii ROOX00 K
8€0eHUI0 NAYUEHMO8 C
NnOOMBEPAHCOEHHHIM OUACHO30M
CHUHATbHASL MblUeYHAs ampoust 5q»,
9KCnepm no 60Npocam 00U eCmeeHHo —
20CY0apCmMBeHH020 83AUMOOEUCMBUs U
00yUeHUsL 83POCTILIX

Cepreesa Cpetiiana lOpseBHa

K.C.H., KOOPOUHAMOP NPOEKMO8
Bcepoccuiickoeo coroza nayuenmos no
Pa3eUmuio OessimeibHOCmu

00U eCMBEHHbIX COBEMO8 U OP2AHUZAYUU
83aUMO0eCMBUsL 00U eCNEEHHbIX
Op2aHU3AYULL NAYUEHMOE C CUCEMOTL
30pPABOOXPAHEHUsL U MEOUYUHCKUMU

cneyuanucmamu
14.20-14.40 Bbyxaposa T.b. NMoaBepeHune
K.0.H., 3amecmumens oupexmopa no ntoros KoHdepeHuun

o0bpaszoeamenvHol pabome - OUPEKMop
Hucmumyma 6vicuezo u
OONONHUMENbHO20 NPOPECCUOHATLHO2O
oopazosanus OI'BHY "Meouxo-
2eHeMUYeCKUll HaAYuHbIU YeHMp UMeHU
axaoemuxa H.I1. Bouxosa"

IlecueBa O.B.

Koopounamop Bcepoccutickoeo ¢popyma
« Ynueepcumem CMA», cosemnuk
conpedceoamensi BCII no opeanuzayuu
cucmem 30pasooxXpaHeHus






