OpraHunsauma meanumHCKOM MOMOLLA
OEeTAM C HEBPOAOTNYECKUMMU
3aD0/1eBaHNAMU

[NaBHbIM BHELWTATHbIN AeTCKMM Hesponor M3 PK, A.M.H., 3aBeaytoLlas
Kadpeapbl Hesponormm HAO « MYA»



NMHdopmauuma no uncay aetei (ot 0 Ao 17 neTt BKAIOUUTENIbHO), COCTOALLUX HA AUCMAHCEPHOM yyeTe ¢ 3abonesaHnaAMMU
HepBHOM cucTembl No Kogam MKbB-10 (Bce koAbl G) No AaHHbIM MHPOPMALMOHHOMK cUCTEMbI "' INEKTPOHHbIN peructp

ANcnaHcepHbiX 60nbHbIX"

01.01.2022 01.01.2023
3984 2729 4
3359 1214 |
10186 (1:74; 1,35%) 2816 Il
3083 2823 ]
- BocTouHO-KasaxcTaHckaa obnactb 4670 1824 l
_ *Kambbinckaa obnactb 7920 2267 ||
3anaaHo-KasaxcTtaHcKaa obnacTb 2658 1457 l
_ KaparaHguHcKas obnacTb 6105 4145 l
_ KocTaHalckas obnactb 2371 2695 4
“ Kbi3blnopanHckan obnactb 5885 914 l
“ MaHructayckaa obnactb 3452 1341 l
“ MaBnogapckaa obnactb 3453 3296 l
“ CeBepo-KasaxcTaHcKada obnactb 1941 1557 l
“ TypKecTaHcKasa obnactb 12006 (1:76;1,3%) 7191 l
m r.LUbIMKeHT 7085 7162 4

r.Anmartbl 11716 (1:45; 1,3%) 6344 l

r.Hyp-CyntaH 3537 2299




KonnyecTtBo naumneHToB
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OTHOCUTENbHAA cTabuamsauma KoamnmyecTsa naumeHTos ¢ L un
3nunaencmen

NHdopmauma no 3abonesaemoctu aeten ¢ kogamm MKB-10 G40, G80 no AaHHbIM ro40BOM OTYETHOM
dopmbl 12.

2010 2015 2020 2022

B G40 - DnunnencmpsHosonormn no rogam
I G80 - LUepebpanbHbi napanny

--------- Linear (G80 - LlepebpanbHbii napanuy)



Menmnko-aemorpapuyeckme nokasaTenm

- Camas BblCcOKaa 3aboneBaemocTb B Bo3pacTHoM rpynne ot 1 ao 14 ner.
- 3abonesaemocTtb anunencmen 2 : 1000 (36%) AeTcKoro HaceneHus;
- UepebpanbHbim napannyom 6:10 000 (24%);

- OpdaHHble U MHPEKUMOHHbIe 3aboneBaHna 7%

AunarHo3 «[lpyrue HapylleHUA HEepPBHOW CUCTEMbI» He OTpa)KaeT CyTu
3ab60s1€eBaHUA M NO3TOMY TaKoe 60/1blIOe KONMYECTBO NALUEHTOB, KOTOpPbIE
60nbHbI «4Yem TO» Bbi3biBaeT OYEeHb MHOro BOMPOCOB U OTpaaeT
OCHOBHYIO npobnemy B AeTCKOU HeBpO/sOrMn, Koraa nroboe 3abonesaHue
HaUUHAIOT KOAMPOBATb HEBPOJIOTMYECKMM LLMPPOM U HE NPOBOAAT YETKYIO
anddepeHUManbHYl0O AMArHOCTUKY B pe3yibTaTe KaKoe KOHKPETHO
3aboneBaHmne nmeroT NaLMeHTbl He N3BECTHO.




Ho3onorm4yeckan CTPyKTypa CTaLllMOHapHOM MOMOLLM

2015-17




AMmbDynaTopHaa HEBPOIOrMYECcKasa NPaKTUKa
(97% npod.ocmoTpbl, 3% NpodUAbHbIE MALMEHTDI)

[Meauarpus HeBpoJjorus
«OMpENEIECHUE HOKa3aduu K OIMUIICIITHYCCKAsA SHHC(i)aJIOHaTI/IH
BaKIIMHALIUD) HEPBHO-MBIIIEYHBIE PACCTPOUCTBA
«(beOpuibHbIC CYIOPOTID) MaToJIOTHs OEJIOro BEIECTBA
«CHUHJIPOMOM BSJIOTO PEOEHKA (nemuenHU3UpYOLLHC,
JIET€HEPaTUBHBIC)
pa3JIWYHbIC HAPYIIICHUSI TUTAHUS
(runoTpodu) 1epeOpaIbHbBIN Mapaand
moBeieHne (IIearornaecKast T€HETUYECKH 00YCIIOBICHHBIE
3aMyIIEHHOCTD) COCTOSIHUS C HEBPOJIOTMUECKOU

MaHu(pecTanuen
TUIEPTEPMUYECKUE COCTOSIHUS U IPYTHE

o01111e BOMPOCHI




Cneancreme AaHHOro Noaxoaa

NalUMeHTbl OCTAlOTCA He MNONHOLEHHO OCMOTPEHHbIMU, B HEKOTOPbIX CAy4yanax WU3-3a
60NbLIOro Ko/nyecTBa MNauMeHToB obule neamaTpuyeckoro npoduns KeanuduKaums
CneumnanncToB HEBPO/IOrOB NagaeT U NOABAAIOTCA pa3Hble cybcneumanbHOCTU, TaKMe Kak
3NMAENTONOrN, aNroorn, HeMPOoPMU3NOIOTU U TA, .

Inunencmsa 3To HeBposornyeckoe 3abonesaHune (G 40)m coctaBnAeT camyko H60sbLIYHO
rpynny nauneHToB W AucnaHcepHoro HabawogeHna v no 3aboneBaemocT U 3TUMMU
naumMeHTamMm A0Hbl 3aHMMATbCA HEBPOJIOTM, @ HEe OTNPaBAATb UX K 3NUAENTOIOram,
TaK KaK 3NWIenTo/IorM 3TO Te e CaMble HEBPOJIOrM, TONIbKO cuaalme , Kak NpaBuao B
YaCTHbIX  LUEHTpax, [AeATeNbHOCTb  KOTOpPbIX He  BcCerga pernameHTmpyeTca
rocygapcrteeHHbimn HITA 1 TpyoHO KoHTposupyetca. M 3TO 3a 4acTylo co3paeT MHOro
npobnem, ocobeHHO B YacTU obecnevyeHnA IeKAPCTBEHHbIMMU CpeacTBaMM NO NEPEYHIo
ANO ( NpOTNBOCYAOPOXKHBIMU NMpenapaTamm n ap).

[MpoBeaeHMe He obocHoBaHHbIX obcnepgoBaHu (MPT, 33 moHuTopuHr, HCI u T14),
BbICOKOCNELMann3npoBaHHble  0b6CNefoBaHMA  HAa3HAYyaloTCA  He  HEeBPO/ioramm
(noronepbl, ncuxonoru, cneumanncTbl MUHTENPUPOBAHHOM MeANLMUHbI, HYTPULMONOTN)

Mcnonb3oBaHME COMHUTENbHbIX MeToaoB nedeHua (xmarkama, TMC, TYC, KoppeKuus
aT/laHTa, ocTenaTmAa u T.n)



Konuyectso naumenTos c LN/ PeabuamtauMoHHbIX KOEK
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B HonMyYecTeo NaLWeHTos B PeabunuTauMoHHbIX HOeK

Ecnv npmMHATbL BO BHMMaHKUe 33% nauMeHTOB ¢ «ApyrMmum NOpParKeHUAMM H.C.», TO KOIMYECTBO NaLMeHTOB Ha KOMKY
YBE/IMUNTBLCA B 2 pa3a M BCe PaBHO He CMOXKeT bBbITb 06ecrneyeHo A0MKHBIM KOIMYECTBOM NaLMEHTOB



HonM4YecTRO NAaUMeHToR © anwnencren) HonmyecTeo HeBpoanaran

?|l|11h|¢11|ll

o o o o o i o o o 5 & & & o
= o o = e o - o o
?I'.':f .‘5‘3-’9 '#ﬂ'. 1F-_-|?' -ﬂ'ﬁ .}aﬁ? b _ﬁ__-l'g' . ‘Iﬁr""il .:l:_{;ﬂ‘ {f_‘_ ﬁ qf i
ﬁ iﬁ- & ‘.@9& & o P
i__.;._-:f' o . #* .thl‘

W HaomAuecmss HHLI.-"E"""I:'!-'.'!I'"-""'E"L'-"E& N HonuwescTan HEppoaoron



Meanko-aemorpaduyeckme nokasaTem

KonunyectBo 60nbHbIX/ KonnyecTso HEBPO/IOros
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B Koanyectso naumeHToB B Koaunyectso HeBpO0ros

Bpemsa HapalwMBaTb KauecTBeHHbIi NOTeHLMan Bpaya AeTCcKoro Hesposaora!
NOBbILWEHUE KBATUPUKALUN UMEKOLLUNXCA KAAPOB!!!
NMPABU/IbHOE ONPEAENEHUE KOMI'IETEHLI,MI71!!




OCHOBHbIE HAMNPABJIEHWA OBbYHERNA

NpoBeAEeHME CEMMHAPOB, MACTEP-KAACCOB MO MNEepuHaTaNbHOM HEBPOOTUM,

CTaHOAPTU3MPOBAHHON OUEHKe ¢YHKUMOHANbHOroO CTaTyca, JAWarHoCTUKE,

BBEAEHUIO, MOHUTOPUHIY 3PPEKTUBHOCTU MNPUMEHEHMA MNATOFEHETUYECKOM

Tepanum B pPEermMoHax Jdeten C  3nNuaencmem M HEePBHO-MbILLEYHbIMUA
3ab0/1eBaHMNAMM.

OpraHM3aumMs COBMECTHbIX MEXAYHAPOAHbIX KOHCUMAMYMOB C MPUBJEYEHUEM
Konner u3 O6AMKHero u JanbHero 3apyberkba (nevawmin Bpady C PernoHa,
pecnyb/IMKaHCKNI Cneuuaamucr, nauueHT)

NPaKkTMYeCcKMe 3aHATUA MO  MNPOBEAEHWUID  CMMHHO-MO3rOBbIX  MYHKLMNA,
NPUMEHEHUIO WKan YHKLUMOHANbHOM OLEHKe HEeBPOJOrMYeckoro craTyca,
npoBeAeHNA BEHTUAAUMOHHON NOAAEPHKKM MeLLKoM AMDYy.



MaTepuanbHO-TeXHU4Yeckoe ocHauleHue Ha npumepe MPT

Honuuecreo GoneHelx Honvyectso MPT
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RO s T O L b T B Homauecrms MET

finoHua 1/20.000; CLUA 1/25.000; lepmanua 1/30.000( www.statista.com Conor Stewart Apr,14, 2022)



http://www.statista.com/

Hay4yHo-o6pa3oBaTenbHas NesTeNbHOCTb

BbINO/IHAETCA HaUMOHA/IbHAA NMPOrpamma BHEAPEeHUA MepPCOHAIM3UPOBAHHON M NPEBEHTUBHOM MeduuuHbl B PK no 3aaave
«feHeTnyeckme anunencum cpean aeTemn Kasaxckom nonynaumm», 2021-2023 rr

NPOBOAATCA Bble34Hble MaCTEP-KAACcCbl U LUWUKAbI NOBbIWEHUA KBanndbuKauMmn Bpadert no anunencun y aeten (LLbIMKeHT,
KaparaHga, KyctaHai) HepBHO-mbllWeYyHbIM 3aboneBaHmam (KyctaHaw, KaparaHga, LbimkeHT, Cemei, MaBnopap, Anmatbl,
ATbipay, KoKkwweTay, AcTaHa)(www.neuro-site.kz)

NPOBOAATCA eeroAHble PecnybnnKaHcKMe KOHbepeHUuun, MexKayHapoaHble CEMMHApPbl C MeXXAYHaPOAHbIMMU
opraHmsaumnamm(ICNA, EPNS)
Nyb6/IMKaLMM Ka3axCTaHCKUX Bpaven-uccaegosartenei

. BRIEF RESEARCH REPORT article
Duchenne Muscular Dystrophy in Kazakhstan: A Journey from S e SR e R B T

Diagnosis to the Treatment, the Biases and Achievements Sec. Padiatric Neurology Advsnces in Early Onset Epllepsies

@ 12« 2021 | Mttps //dolorg/10 3389/ /Meur 202105931

Article type: Research Article , . . ” 2
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[Tpobaembl, NyTU peleHns, KPAaTKOCPOYHbIM NMaaH paboTbl Ha 2023 roa

nposegeHne MPT getam

neyeHue/HasHaveHme AN getam c
anunencuemn

MpoBeaeHMe reHeTUYECKUX
obcnenoBaHU AETAM C
HEBPONOrMYeCKMMM 3ab0NeBAHUAMM

lNpoBeaeHme OUEHKN
GYHKLMOHANbHOTO CTaTyca AETAM C
opdaHHbIMK 3aboneBaHMAMKU (HM3,
anunencusa)

CoBepLUeHCTBOBaHME HOPMATUBHO-
npaBoBoi 6a3bl U 03HAKOMNEHWNE
HeBpoaoros

ObcyXKaeHne MeToauKK ceaaummn U BapuaHToB
MMMOBMAM3aLMN BO BpeMA UCCaea0BaHUA

Ob6cyaeHne HeobxoaMMOoCTM HasHadeHua ASl
13 nepeyHa opdpaHHbIX NpenapaTos Yepes
KOHCUAMYM IKC, MOHUTOPUHT 3PPEKTUBHOCTH
Ha3HayeHuA

YeTKoe onpeaeneHne nokasaHui ans
Ha3HayeHna XMA, WES, MLPA, MLP

Central Eurasian EPNS course no oueHke
HEBPONOrMYECKOro cTaTyca AeTel nepBoro roga
*U13HU (teach the teachers)

Oby4yeHune B pernmoHax

ObcykaeHue n BbiHeceHMe CTaHAapTa OKas3aHMA
NOMOLLM

OTpaboTKa NPOTOKO/0B

MNpeanoxeHne No COBEPLUEHCTBOBAHMIO
AMarHOCTUKN ayTOMMMYHHbIX 3ab60neBaHmi
HEpPBHOM CUCTEMbI

MannuaTuBHbIN yXo4, B HEBPO/10rMn

Kpyrnbiit cTon COBMECTHO € pagMo/ioraMn U aHecTe3nooramMmum —peaHmumaTtosioramu ( BebuHap)

ObyyeHune no Bonpocam nHTepnpetaumnn MPT n KT ckaHOB ¢ NnpuBaeYeHnemM pPaanonoros (sce
HEeBPOIOrK B paMKax BebuHapa)

OpFaHVI3aLI,VIﬂ pa6OTbI OKC ¢ BKAtoYeHMem cneumnanmcTos B obnactn anunencum

O6y4yeHune HeBponoros obnacten u ropoAoB «AMArHOCTUKE U BeAEeHUIO MNaLMEeHTOB C 3aNUAencuen»
(Bble3gHble cemuHapbl B Tapas, KaparaHaa, BKO, MaHrbicTayckaa obnactb, HeTbicycKas,
AnmaTnHCKas)

I'Iposep,eHme MYyNnbTUANCLUUNINHAPHOIO CEMUHAPaA C rEHETUKAaMWN, HEBPOJ/1I0OFraMu

Mopaepikka paboTbl fopaYeit TMHMUM NO AUMATHOCTUKE B PaMKax MapLIpyTa ABUMKEHUS NALMEHTOB B
HM3

Anmatbl 12-14 anpena 2023
Bbliesabl B BKO, TangbikopraH, Keisblnopag, Atbipay

Pabota 3KC no HM3

O3HakomneHue co CTaHaapTom

LN, CMA, MeHUHTIUT, 3HUEedaNNT, ayTOMMMYHHbIN SHLedanuT

CoBmecTHOe 06CyKaeHUe C 1TabopaToOpPHbIMU CNELMANNUCTAMM O BHEAPEHUN NAHENUN Ha
ayTOMMMYHHbIX 3ab60neBaHunsA
ObceykaeHne ¢ natomopdosioramm NPOEKTa Mo MbilleYHON Broncum

Yuactue B 0bcyxaeHnn CTaHaapTa No NaaanaTMBHOM NOMOLLM
MpoBeaeHMe MacTep-KNaccoB Mo AbIXaTebHOW U HYTPUTUBHOW NOAAEPHKKE

NMpoBeaeHne PecnybaMKaHCKOW KOHbEPEHLU MM C MeKAYHAPOAHbIM y4acTuem 28-29 ceHTabpa 2023 roaa



Mo pe3synbtatam geatenbHoct IKC bbino Bcero obeyaeHo 168 nauMeHToOB U3 HUX CO
CMMHA/IbHOMN MbilieYyHoM aTpoduen 69 (4to coctaBndaeT 37% Bcex gUCNaHCEPHbIX Mo wudpy G12).

N3 HKX 53 naumeHTam peKomeHA0BaH HYCMHepceH, 2 nauyeHTa NoayYmam oHaceMHoreH
abenapBoBek (3onreHcma), 10 peKomeHA0BaH pUCAUNIaM.

HauaTo BBegeHMe HycnHepceHa 26 naumeHTam m3 HMxX 10 naumeHToB yXKe 3aKOHYNAU
MHULUMANbHYIO Pa3y, OTMEYa/IMCb Cayvyan OTKa3a OT Tepannm B CBA3U C TEXHUYECKUMMU
CNOKHOCTAMMU —METAN/IOKOHCTPYKLMWN B MO3BOHOYHMKE), 1 naumeHT Nony4ymna oHaceHoreH
abenapBoBeK ( 30/reHCMa) B paMKax MeXKAyHapoaHoM nporpammbl becnnatHoro goctyna n 1 Ha
NNaTHOM ocHoBe B Poccum.

Mo Mblwe4yHon anctpodumn AroweHa obeyxaeHo 76 naumeHToB (4TOo coctaBuno 17% m3 Bcex
Haxo4ALWMXCA Ha AMCNaHCepHOM HabatoaeHun) n3 HUX nonyyatoT AtanypeH — 16 (3 nauneHToB
noTepsaan ambynaTtopHOCTb Ha nNpenapaTe, 2 Ha3Ha4YeH npenapart B HeambynatopHom ctaaum, 11
OXMAOAQT AMHAMUYECKOMN OLUEHKMN, TaKKe OTMeYanmcb nepeboun nonyvyeHma npenapara,
dTenaunpceH-14 ( 6 B paHHen HeambynaTtopHoM cTagmun, 8 ambynatopHbie).



Bbl30BbI cerogHAWHero AHA:

e Kak cTtaTb geTtckmm HeBposiorom B KasaxctaHe? (cornacHo MOCO 30%
vaenaeTcA Ha AeTCKYKD HeBPOJIOrnMK B Nporpamme no noArotoBKe
pe3naeHToB, WM3MeEHWUNCA noaxon K o6pa3oBaHMIO NeamaTpoB B
KasaxctaHe -10 net 6e3 neanatpos)

* Bpauen MHOIO, a cneynanmncros HE MHOTO

OaHHble BO3, 2013 COOTHOLUEHUE BPa4Yed HA | COOTHOLLEHUe
10.000 HaceneHusa MeAULMHCKUX cecTep Ha
10.000 HaceneHuA
UK 27,43 82,76
KasaxcTaH 40,99 101,33

e KOMMYHWKALUWOHHbIE TPYAHOCTHU

* ObecueHMBaHMUe U HeAOBepUE K OTEYEeCTBEHHbIM CMEeuManncTam co
CTOPOHbI 06LLecTBa



[loCTUKeHunA:

* [l[poBOAUTCA CTAHAAPTU3AUMA  AMNATHOCTUYECKUX WU NeYyebHbIX
Nnoaxoa0B C y4eTOM NPUHLUMMNOB AOKa3aTeNbHON MeAMUUHbI (NoaaHo
Ha 3KcnepTn3y 9 NPOTOKO/NIOB AMArHOCTUKU U SIe4eHUA U3 HUX 4 no
opPaHHbIM HEBPO/IOTMYECKUM 3aD60/1EBaHMAM TaKUM KaK PaccesHHbIN
cKnepos, ontummenut lesmka, CMA, LM, 6one3Hb ®abpu)

* YCTpaHEHMEe NOAUNPOrMasun n gemegmnKkanmlaumsa

 Co30al0TCA  3KCNepTHble WU MYyAbTUAUCUMUNANHAPHbLIE  TPYNMb
(Hanpumep no HM3, peabunmntaumn)

° npOBO,EI,I/ITCFI NNeKapCcrBeHHaA Tepanna, B TOM HUC/1e TEHHAA.
* [TonbITKa UHTETPauLUnN mexagy A4eTCKUMU N B3POC/IbIMUA HEBPOJIOTaMU



[NJ1dHbl

Pabota ¢ cunnabycamm no €TCKOM HEeBPOJIOTMM HA  OCHOBE
MeXKayHapoaHbix (coBmecTHO ¢ EPNS

[MpodeccnoHanbHbIN CTAaHAAPT
PekomeHaaumm no yaJIMHEHMIO NPOrpaMmmbl pe3naeHTypbl ¢ 2 Ao 4 net
CtaHpaapTusauma n cneumdukaumsa noaxoa0s K ANarHOCTUKE N NEYEHUIO

PasButMe  [O0OKa3aTeNbHOM  MeAUUUHbI,  «3KOAOTMKU  MeAULUUHCKOMU
NOMOLLM», @ HE TO/IbKO onpeaeneHne 3abosneBaHUA, BHEAPEHNE OLEHKMU
coctosiHunA ¢ yyetom MK® (MMT1K, MC3K)

Passutune npeemcrBeHHOCT B BeAdeHUUN neanatpunyeCKknx mn B3POC/bIX
NnaymneHToB C HEBPOJIOITMYEeCKNUMHU 3aboneBaHnaAMMU

OETCKMM HEBPONOT AO/TKEH 3AHUMATbLCA BOTE3HAMW HEPBHOW
CUCTEMBbI (G), A HE BCEN NEOVNATPUEN!



Cnacunb6o 3a BHMUMaHue!



