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| XALQARO MARKAZIY OSIYO NEYROMUSHAK KASALLIKLARI
BO'YICHA KONGRESSI

« STEP BY STEP ALONG THE SILK ROAD »:
Zamonaviy boshgaruy, istigbollar va fanlararo hamkorlik

SPINAL MUSHAK ATROFIYASI (SMA) VA DYUSHENN MUSHAK
DISTROFIYASI (DMD) BEMORLARI OTA-ONALAR UCHUN
MAKTAB
PREKONGRESS

Toshkent, O'zbekiston

Sana: 22-oktyabr 2025-yil.
Format: Oflayn format.
Konferensiya joyi: Bolalarning ijtimoiy moslashuvi Respublikasi markazi
Manzil: Toshkent shahri, Abdulla Qahhor ko‘chasi, 34.

Spikerlar:
Savva Nataliya Nikolayevna - “Savva Palliativ Pediatriya Akademiyasi” ADO DPO
rektori, t.f.n., dotsent.

Mirzaliyeva Baxitkul Jusupjanovna

Qozog'iston-Rossiya Tibbiyot Universiteti Nevrologiya kafedrasi katta o‘gituvchisi,
tibbiyot fanlari magistri, neyromushak kasalliklari bo'yicha koordinator, Respublika
Orfan Kasalliklar Markazi goshidagi Bolalar Nevrologiyasi bo'yicha Ekspert qo‘mitasi
a'zosi.

Tashkilotchilar:

» O‘zbekiston Respublikasi Sog'ligni saglash vazirligi

» Respublika ixtisoslashtirilgan onalar va bolalar salomatligi ilmiy-amaliy tibbiyot
markazi (RIOvaBSIATM)

» NNT "O‘zbekiston klinik neyrofiziologlari va tibbiy genetiklari assotsiatsiyasi"

» Bolalarning ijtimoiy moslashuvi respublika markazi

» “SMA Umid"” jamoat fondi

» “SMA Oilasi” bemorlar tashkiloti (RBIMM qoshida)

» “Tvori Dobro” xayriya jamg‘armasi (Polsha)

Ishtirokchilar: RIOvaBSIATM nevrolog shifokorlari, RBIMM reabilitolog shifokorlari, SMA
va DMD bolalarining ota-onalari

Konferensiya tillari: o‘zbek, rus



09:00-09:30 RO‘YXATDAN O‘TISH, TANISHUV

Pulsoksimetriya va kapnometriya: usullar, asboblar, individual tayming va
09:30-9:45 | NIVL hamda IVL uchun ko‘rsatmalar SMA va MDDda

N.N. Savwwa

O‘tkir nafas yetishmovchiligi: sabablari, ganday aniglash va SMA hamda
09:45-10:00 | MDDda nima qilish kerak

N.N. Savwwa

Ambu xaltasi: gaysi biri, kimga va nima uchun SMA va MDDda? Kichik
10:00-10:15 | bolalarda go‘llash xususiyatlari: asoratlarning oldini olish

N.N. Savwwa
Ambu-terapiya va birinchi yordam Ambu xaltasi yordamida SMA va MDDda
N.N. Savva

Nutritiv status, monitoring va nutritiv yetishmovchilikni korreksiya qilish SMA
10:30-10:45 | va MDDda. Disfagiya nima, gastrostomiya uchun ko‘rsatmalar

N.N. Savwwa

Bolalarda osteoporoz va semizlik (SMA va MDDda) - sabablari, ganday
10:45-11:00 | aniglash, ganday to‘g‘ri ovqatlantirish? Qanday profilaktika gilish?

N.N. Savwa

Bolalarda davolovchi ovqatlanishdan foydalanish (SMA va MDDda) - kimga,
11:00-11:30 nima uchun, gaysi aralashmani tanlash?

N.N. Savwwa

11:30-12:00 TANAFFUS

12:00-12:15 SMA va MDD bo‘lgan bolalarda emlash (vaksinatsiya).
N.N. Savva

. ’ SMA va MDD bo‘lgan bolalarda yurak muammolari: ganday aniqlash, nima
12:15-12:30 qilish kerak?

N.N. Savwa

10:15-10:30

Mutaxassislar va ota-onalarning multidissiplinar jamoada o‘rni.

SMA va MDD bo‘lgan bemorlar va ularning oilasi a'zolariga psixologik yordam.
SMA va MDD bo‘lgan bolalarni kelajakda kasb egallashi uchun nimalarga va
ganday o‘rgatish kerak.

N.N. Savwwa

12:30-12:45

Kasallikning ikkilamchi asoratlarini ganday oldini olish mumkin? Postural
12:45-13:00 menejment va SMA hamda MDDda ortezlashning o‘rni. Reabilitatsiya o‘tkazish
* . xususiyatlari.

N.N. Savwwa

Skolioz va kontrakturalar. SMA va MDDda ortopedik korreksiya, profilaktika
13:00-13:15 uchun reabilitatsiyaning texnik vositalaridan foydalanish.

N.N. Sawa

MDDda steroid terapiyasi zarurati va mumkin bo‘lgan asoratlar. Qanday
13:15-13:30 profilaktika qilish va bolaning kuzatuvini kim olib borishi kerak.

N.N. Sawa

13:30-14:30 TUSHLIK

SMA bo‘lgan bolalarni funksional baholash usullari
14:30-1530 | g Mrzaliyeva

15:30-16:00 TANAFFUS

MDD bo'lgan bolalarni funksional baholash usullari
16:00-17:00 92!
B.D. Mrzaliyeva




| XALQARO MARKAZIY OSIYO NEYROMUSHAK KASALLIKLARI
BO'YICHA KONGRESSI

« STEP BY STEP ALONG THE SILK ROAD »:
Zamonaviy boshgaruy, istigbollar va fanlararo hamkorlik

KONGRESS

Toshkent, O'zbekiston

Sana: 23-24-oktyabr 2025-yil.
Format: Onlayn va oflayn format.
Konferensiya joyi: AZIMUT hotels (sobiq International hotel Tashkent)
Manzil: Toshkent shahri, Amir Temur ko'chasi 107A.

Tashkilotchilar:

» O'zbekiston Respublikasi Sog'ligni saglash vazirligi

» Respublika ixtisoslashtirilgan onalar va bolalar salomatligi ilmiy-amaliy tibbiyot
markazi (RIOvaBSIATM

» Tibbiyot xodimlarining kasbiy malakasini rivojlantirish markazi (TXKMRM)

» NNT "O‘zbekiston klinik neyrofiziologlari va tibbiy genetiklari assotsiatsiyasi"

» NNT "O‘zbekiston bolalar nevrologlari assotsiatsiyasi"

» MCh3J "Intensive Medical Education"

» Franshiza: Institute Myology (Pitié-Salpétriére shifoxonasi, Parij, Fransiya)

» NNT "Bolalar nevrologlari, neyrofiziologlari, psixiatr va psixoterapevtlari jamiyati",
Qozogd'iston

» Jamoat fondi "SMA Umid", O‘zbekiston

Kongress ishtirokchilari: nevrologlar, genetiklar, reabilitologlar, ortoped-travmatologlar,
anesteziolog-reanimatologlar, pediatrlar.

Konferensiya tillari: o'zbek, rus, ingliz



23 OKTABPH 2025 roa

07.30-08:20 ISHTIROKCHILARNI RO‘YXATGA OLISH

TANTANA BILAN OCHILISH

Moderatorlar: A.A. Xudoyaroy, E.I. Basitxanova, X.A. Akilov, Sh.Sh.
Shamansuroy, P.R. Alimxo‘jaeva, M.K. Sharipova, Sh. Qudratxo'ja

08:20-08:30| Video translyatsiya

O‘zbekistonda NMY (neyromushak kasalliklari) bilan
bolalarga yordam tizimining rivojlanishi
- Xudoyarov Asilbek Anvarovich (O‘zbekiston)

08:30-08:40 O'zbekiston Respublikasi sog‘ligni saglash vaziri

+ Basitxanova Elmira Irkinovna (O‘zbekiston)
O'zbekiston Respublikasi sog'ligni saglash vaziri o‘rinbosari

O‘zbekistonda tibbiy genetika tarixi

08:40-08:50| ‘ Alimxo‘jaeva Paroxat Rustamovna (O‘zbekiston)

Professor, Toshkent Tibbiyot Akademiyasida “Tibbiy genetika” magistratura
yo'nalishi asoschisi

Noyob kasalliklar bo‘yicha mutaxassislar tayyorlashning
08:50-08:55| asosi sifatida uzluksiz tibbiy ta'lim

- Akilov Xabibulla Ataullaevich (O‘zbekiston)
Tibbiyot xodimlari kasbiy malakasini oshirish markazi direktori, professor, t.f.d.

“Ona va bola skriningi” markazlari: o‘tmishi, buguni va
kelajagi

08:55-09:00| ° Sharipova Madina Karimovna (O‘zbekiston)

O'zbekiston Respublikasi SSV Tibbiy Genetica bo'yicha bosh mutaxassisi, Toshkent
Davlat Tibbiyot Universiteti, fakultet pediatriyasi kafedrasi dotsenti, t.f.d., O'zbekiston
Respublikasi SSV huzuridagi SMA bo'yicha doimiy ekspert guruhi a'’zosi

Klinik neyrofiziologlar va tibbiy genetiklar assotsiatsiyasi:
umumiy magsad va umidlarimiz

09:00-09:05| ° Tuychibaeva Nodira Miratalievna (O‘zbekiston)

O'zbekiston Klinik neyrofiziologlar va tibbiy genetiklar assotsiatsiyasi raisi, TDTU
“Tibbiy genetika” magistraturasi direktori, TDTU nevrologiya va tibbiy psixologiya
kafedrasi dotsenti, t.f.d.

SMA bilan bolalarga yordam ko‘rsatishda jamoat bemor
tashkilotlarining roli

09:05-09:10 | * Qudratxo’ja Sherzodxon (O‘zbekiston)
“SMA Umid" jamg‘armasi vasiylik kengashi raisi, OAV va jurnalistika universiteti
rektori, O'zbekiston Milliy Media Assotsiatsiyasi raisi, siyosat fanlari doktori

Bemor so‘zi: “Mening tashxisim - SMA”

- Mirzaxidov Mirkomil (O‘zbekiston)

09:10-09:20 SMA bilan yashovchi bemor, Akfa Medline Universiteti talabasi
- Anarbaeva Kanykey (Qirg‘iziston)

SMA bilan yashovchi bemor, 10-sinf o'quvchisi

09:20-09:25 TANAFFUS




MODUL 1.
IRSI NEYROMUSHKUL KASALLIKLARNI TASHXISLASH VA

PROFILAKTIKA QILISHNING ZAMONAVIY YONDASHUVLARI
1QISM

Moderatorlar: Sh.Sh. Shamansurov, A. Urtizberea, N.M. Tuychibaeva

Irsiy neyromushkaul kasalliklar: fenotipdan genotipga yo'l

- Dr. Andoni Urtizberea (Fransiya)

09:25-09:55 | Miyologiya instituti, Miologiya yozgi maktabi (AcadeMYO) rahbari, Myologie Sans
Frontiéres asoschisi va raisi, Fransiyada SMA bemorlari registri rahbar go'mitasi
koordinatori, professor.

O‘zbekistonda bolalarda irsiy neyromushkul kasalliklarda
tibbiy yordam strategiyasi

- Shamansurov Shaanvar Shamuradovich (O‘zbekiston)

09:55-10:15 | O‘zbekiston Respublikasi SSV bolalar nevrologia bojyicha bosh mutaxassisi,
O'zbekiston bolalar nevrologlari assotsiatsiyasi raisi, Tibbiy xodimlarning
malakasini oshirish markazi, professor, t.f.d., O'zbekiston SSV huzuridagi SMA
bo'yicha Doimiy Ekspertlar Guruh raisi.

Spinal mushak atrofiyasini patogenetik terapiya va
skriningning zamonaviy jihatlari

10:15-10:35 | . Maretina Marianna Aleksandrovna (Rossiya)
FGBNU NIIRGIR D.O. Otta nomli ilmiy-tadqigot instituti, molekulyar genetika va
gen terapiyasi laboratoriyasi, kichik ilmiy xodim.

Irsiy neyromuskul kasalliklarning molekulyar-genetik
tashxisi: Qozog‘iston tajribasi

- Bayanova Mirgul Fayzullievna (Qozog‘iston)
University Medical Center, klinik-genetik tashxis bo'limi mudiri, t.f.n.

10:35-10:55

Neyromuskul kasalliklarda skrining: nikohgacha va yangi
tug‘ilganlarda - Turkiya tajribasi

10:55-1115 | Feride iffet Sahin (Turkiya)
Smartgen Genetik Kasalliklarni Baholash Markazi, professor, MD.
Spinal mushak atrofiyasi: molekulyar tashxisning
zamonaviy yondashuvlari va xususiyatlari
11:15-11:35

+ Fedyakov Mixail Andreevich (O‘zbekiston)
Klinik genetika bo'limi rahbari, shifokor-genetik, laborator genetik, Genscreen

T1:35-11:55 KOFE-BREK




MODUL 2.
SMA BO'‘YICHA ZAMONAVIY MAQSADLI TERAPIYA
USULLARI VA MULTIDISIPLINAR YONDASHUV
Moderatorlar: M.K. Sharipova, M.A. Shamsiddinova, A.X. Jagsibaeva

SMAda zamonaviy kasallikni o‘zgartiruvchi terapiya:
zarurati va asoslanganligi

11:55-12:15 - Jagsibaeva Altynshash Xayrullaevna (Qozog‘iston)

NNT «Bolalar nevrologlari, neyrofiziologlari, psixiatr va psixoterapevtlari jamiyati»
prezidenti, European Pediatric Neurology Society direktorlar kengashi a'zosi,
professor, t.f.d.

SMA bemorlarini davolashda multidisiplinar jamoa:
koordinatsiya, muloqot va samaradorlik

1:15-12:35 - Savva Natalya Nikolaevna (Polsha)
ANO DPO «Savva palliativ pediatriya akademiyasi» rektori, t.f.n., dotsent

SMA bemorlarida innovatsion dori terapiyasi: yetim
bemorlarni moliyalashtirish yo‘llari
12:35-12:55 | . Tuleutaev Yernas Tleutaevich (Qozog‘iston, online)

Qozog'iston Respublikasi UMC tarkibidagi Orfan kasalliklar milliy markazi rahbari, t.f.d.
Novartis kompania ko'magida

Ambulator sharoitda bo‘sh (sust) bolaning tashxisiga
yondashuv

- Qadirova Asel Shirdagbekovna (Qirg‘iziston)
Qirg‘iziston Respublikasi SSV bolalar nevrologia bo'yicha bosh mutaxassisi, t.f.n.

T1:35-11:55 TUSHLIK

MODUL 3.

SMA TERAPIYASIDA XALQARO TAJRIBA «STEP BY STEP»
Moderatorlar: Sh.Sh. Shamansurov, A. Mammadbayli, L.A. Tekebaeva

12:55-13:15

SMAga tizimli yondashuyv - registr yaratish, tashxisni
takomillashtirish va terapiyaga kirish: O‘zbekiston tajribasi
- Shamsiddinova Marhabo Anvarovna (O‘zbekiston)

14:00-14:20 | RIOVaBSIATM, tibbiy-genetik maslahat bo'limi, tibbiy genetic, bolalar nevrologi,

PhD doktorant, O‘zbekiston Respublikasi SSV huzuridagi SMA bo'yicha doimiy
ekspert guruhi a'zosi

SMAga tizimli yondashuv - registr yaratish, tashxisni
takomillashtirish va terapiyaga kirish: Ozarbayjon tajribasi

- Aytan Mammadbayli (Ozarbayjon)

Ozarbayjon SSV bolalar nevrologia bo'yicha bosh mutaxassisi, Ozarbayjon Bolalar
14:20-14:40 | Nevrologlari Assotsiatsiyasi Prezidenti, Ozarbayjon Tibbiyot Universiteti, Bolalar
Nevrologiyasi kafedrasi mudiri, professor, PhD, DSc.

- Gadjiyeva llaxa (Ozarbayjon)
Ozarbayjon Tibbiyot Universiteti, Bolalar Nevrologiyasi kafedrasi, assistent.




SMAga tizimli yondashuv - registr yaratish, tashxisni
takomillashtirish va terapiyaga kirish: Qirg‘iziston tajribasi
14:40-15:00 | . Babadjanov Nurmuhammad Jamalovich (Qirg‘iziston)

Milliy ona va bola salomatligi markazi, bolalar nevrologi, t.f.n.

SMAga tizimli yondashuv - registr yaratish, tashxisni
takomillashtirish va terapiyaga kirish: Qozog‘iston tajribasi

15:00-15:20 | * Tekebaeva Latina Ayjanovna (Qozog‘iston)
Qozogd'iston Respublikasi bolalar nevrologia bo'yicha bosh mutaxassisi, UMC
bolalar nevrologiyasi dasturi rahbari, t.f.n.

15:20-15:50 | Munozaralar, mintagaviy konsensusni imzolash

15:50-16:10 KOFE-BREK

MODUL 4.
BEMORLARNING HUQUQLARINI HIMOYA QILISHDA
JAMOAT TASHKILOTLARI ROLI

Moderatorlar: M. Askarkhujaeva, S.R. Narbinbaeva, D.V. Belyakov

O‘zbekistondagi «<SMA Umid» jamoat fondi faoliyati

- Askarkhujaeva Mavlyuda (O‘zbekiston)

16:10-16:25 «SMA Umid» xayriya fondi ijrochi direktori

Rossiyadagi «SMA oilalari» jamoat fondi faoliyati

- Germanenko Olga Yuryevna (Rossiya, online)
16:25-16:40 | «Rossiya SMA oilalari» prezidenti, SMA Europe vitse-prezidenti, SMAIi bola onasi.

Qozog‘istondagi «Omirge Sen» jamoat fondi faoliyati

- Shugelova Sabiya Tursunovna (Qozog‘iston)
16:40-16:55 | «Omirge Sen» (Hayotga ishon) jamoat fondi prezidenti, MDDIi bola xolasi

Qirg‘izistondagi «Niyet Karakol» jamoat fondi faoliyati

. . - Narbinbaeva Saltanat Rispekovna (Qirg‘iziston)
16:55-17:10 ) - A = )
«Niyet Karakol» jamoat fondi raisi, SMAIli gizalog onasi

Kam uchraydigan, lekin ko‘rinmas emas: noyob kasalliklarga|
ega odamlarga yordamda bemorlar harakati roli

- Belyakov Denis Vladimirovich (Rossiya)
Orfan kasalliklar bo'yicha bemorlar uyushmasi direktori

15:25-17:30 TANAFFUS

17:10-17:25




MODUL 5.
NEYROMUSHKUL KASALLIKLARDA RESPIRATOR QO‘LLAB-QUVVATLASH
VA ASORATLARNING OLDINI OLISH
Moderatorlar: N.N. Savva, I.R. Axmedov, A.T. Matkeeva

Neyromuskul kasalliklarda respirator asoratlar:
patofiziologiya va klinik ko‘rinishlar

- Savva Natalya Nikolaevna (Polsha)
ANO DPO «Savva palliativ pediatriya akademiyasi» rektori, t.f.n., dotsent.

17:30-17:50

Neyromuskul kasalliklarda o‘tkir holatlarni boshqarish
(aspiratsiya va infeksiyalar fonida o‘tkir nafas
yetishmovchiligi), SMA va MDD bo‘yicha jarrohlik
amaliyotida anesteziologik yordamning xususiyatlari
17:50-18:10 | - Nikiforov Vasiliy Sergeevich (Rossiya, online)

Morozov nomidagi Bolalar shahar klinik kasalxonasi, Moskva shahri 6-sonli Bolalar

yugumli kasalliklar klinik kasalxonasi, Bolalar xospisi, anesteziolog-reanimatolog
shifokor

Neyromuskul kasalliklarda vaksina profilaktikasi: xalqaro
tavsiyalar va amaliyot

- Matkeeva Aygul Tung‘uchbekovna (Qirg‘iziston)

Onalik va bolalikni muhofaza qilish Milliy markazi, bolalar nevrologi, Qirg'iziston

18:10-18:30 | Davlat Tibbiyot Akademiyasi T.K. Axunboev nomidagi Fakultet pediatriyasi
kafedrasi assistenti, t.f.n.

- Asqarbekova Jildiz Suyunbekovna (Qirg‘iziston)
Milliy ona va bola salomatligi markazi, bolalar nevrologi

18:30-18:40 | Kongressning 1-kuni yopilishi

18.40-19.00 KECHKI OVQATGA TRANSFER

19.00-21.00 KECHKI OVQAT




24-OKTYABR 2025-YIL

MODUL 6.
IRSIY NEYROMUSKUL KASALLIKLARNI TASHXISLASH

VA PROFILAKTIKANING ZAMONAVIY YONDASHUVLARI
2QISM

Moderatorlar: : K.T. Boboev, F.K. Qutlimuratova, A.V. Gyo

Irsiy kasalliklar tashuvchiligiga kengaytirilgan skrining -
butun aholiga tadbiq etish

- Donal Melanaphy,

08:30-08:50 Business Development Manager, EMEA - Microarray. Thermo Fisher Scientific

- Lynda Kassama Demir
Senior Sales Business Development Manager - Africa, Middle East, Turkey, CIS.
Human Predictive Genomics. Thermo Fisher Scientific

SMA, tashxisdagi muammolar

08:50-09:10 | . Gjyq Melikishvilli (Gruziya)
Bolalar nevrologi

O‘zbekistonda SMA tashuvchiligiga nikohgacha skrining
09:10-09:25 | tajribasi: yutugqlar va istigbollar

« Boboev Kodirjon Tuxtabaevich (O‘zbekiston)
RIPIATM Gematologiya, molekulyar tibbiyot va hujayra texnologiyalari bo'limi
rahbari, professor, t.f.n.

O‘zbekistonda SMA va MDD prenatal diagnostikasi tajribasi

- Qutlimuratova Feruza Qalbaevna (O‘zbekiston)
Ona va bola salomatligi Respublika ixtisoslashtirilgan ilmiy-amaliy tibbiyot
markazi, «Ona va bola skriningi» maslahat bo‘limi mudirasi, tibbiy genetic

- Shamsiddinova Marhabo Anvarovna (O‘zbekiston)

RIOvaBSIATM, tibbiy-genetik maslahat bo'limi, tibbiy genetic, bolalar nevrologi,
PhD doktorant, O'zbekiston Respublikasi SSV huzuridagi SMA bo'yicha doimiy
09:25-09:40 | ekspert guruhi a'zosi

« Axmedov Ilhom Rahimjonovich (O‘zbekiston)

RIOvaBSIATM, tibbiy-genetik maslahat bo'limi, bolalar nevrologi, PhD doktorant,
O'zbekiston Respublikasi SSV huzuridagi SMA bo'yicha doimiy ekspert guruhi
a'zosi

Neyromuskaul kasalliklarda genetik testlarni qo‘llash
tajribasi: tashxisdan profilaktikaga

« Gyo Anastasiya Vladislavovna (Qozog‘iston)
“Molekulyar tibbiyot markazi” MCh3J, tibbiy-genetik maslahat bo'limi mudirasi,
genetik shifokor.

09:55-10:00 TANAFFUS

09:40-09:55




MODUL 7.
MDD BEMORLARIDA TASHXIS VA MAQSADLI
TERAPIYANING ZAMONAVIY USULLARI

Moderatorlar: U.T. Omonova, D.N. Ayaganov, N.D. Babadjanov

Dyushenn mushak distrofiyasi: tashxis va patogenetik
terapiyaning zamonaviy usullari

10:00-10:30 | - Dr. Edoardo Malfatti (Fransiya)
EURO-NMD Neyromushak patologiyasi bo'yicha ixtisoslashtirilgan guruh raisi,
Paris-Est Créteil Universiteti, MD, PhD, professor.

O‘zbekistonda MDD bemorlarda DMD genidagi mutatsiyalar
spektri
- Omonova Umida Tulginovna (O‘zbekiston)

Toshkent Davlat Tibbiyot Universiteti, Nevrologiya, bolalar nevrologiyasi va tibbiy
genetika kafedrasi dotsenti, t.f.d.

10:30-10:45

MDD bemorlarda steroid terapiya protokoli

10:45-11:00 | . Tagiyeva Medina (Ozarbayjon)
Ozarbayjon Tibbiyot Universiteti, Bolalar nevrologiyasi kafedrasi assistenti, PhD

Dyushenn miopatiyasi terapiya strategiyasi: Qozog‘iston
tajribasi

11:00-11:15 - Mirzaliyeva Baxitkul Jusupjanovna (Qozog‘iston)

: : Qozog'iston-Rossiya Tibbiyot Universiteti Nevrologiya kafedrasi katta o'gituvchisi,
tibbiyot fanlari magistri, neyromushak kasalliklari bo'yicha koordinator,
Respublika Orfan Kasalliklar Markazi goshidagi Bolalar Nevrologiyasi bo'yicha
Ekspert go'mitasi a'zosi

O‘zbekistonda MDD bemorlarini kuzatish tajribasi

11:15-11:30 - Axmedov Ilhom Rahimjonovich (O‘zbekiston)

RIOvaBSIATM, tibbiy-genetik maslahat bo'limi, bolalar nevrologi, PhD doktorant,
O'zbekiston Respublikasi SSV huzuridagi SMA bo'yicha doimiy ekspert guruhi
a'zosi

11.30-11.50 KOFE-BREK

MODUL 8.

IRSIY NEYROMUSKUL KASALLIKLARNI TASHXISLASH VA DAVOLASH TAJRIBASI
Moderatorlar: J.A. Shagiyasova, B.D. Mirzaliyeva, M.F. Xolmatov

SMA va MDDda gen terapiyasining zamonaviy
tendensiyalari: ijobiy va salbiy jihatlar

11:50-12:15 - Dr. Andoni Urtizberea (Fransiya)
Miyologiya insttuti, AcadeMYO rahbari, Myologie Sans Frontiéres asoschisi va
raisi, Fransiya SMA registri koordinatori, professor

SMA terapiyasida Nusinersen: Rossiya nevrologlari
amaliyotida generik preparatni joriy qilish

12:15-12:30 - Uvakina Evgeniya Vladimirovna (Rossiya, online)

Rossiya Sog'ligni saglash vazirligi «Bolalar salomatligi milliy tibbiy tadgigot
markazi» FGAU, ilmiy ishlar bo'yicha direktor o'rinbosari, psixonevrologiya va
neyroreabilitatsiya bo'limi mudiri




O‘zbekistonda bolalarda SMA terapiyasida Nusinersenni
qo‘llash tajribasi

- Sadikov Marat Fatixovich
Bolalarni go'llab-quvvatlash Jamoat Fondi ijrochi direktori

12:30-12:45

O‘zbekistonda metabolik miopatiya terapiyasining ilk
tajribasi

- Shagiyasova Jamilya Akilovna (O‘zbekiston)

Pediatriya Respublika ixtisoslashtirilgan ilmiy-amaliy markazi, bolalar
nevrologiyasi bo'limi mudirasi, t.f.n,, O'zbekiston Respublikasi SSV huzuridagi
SMA bo'yicha Doimiy ekspert guruhining a'zosi

12:45-13:00 | - Shamsiddinova Marhabo Anvarovna (O‘zbekiston)

RIOvaBSIATM, tibbiy-genetik maslahat bo'limi, tibbiy genetic, bolalar nevrologi,
PhD doktorant, O'zbekiston Respublikasi SSV huzuridagi SMA bo'yicha doimiy
ekspert guruhi a'zosi

- Salomov Ulug‘bek Inoyatovich (O‘zbekiston)

Samarqgand viloyat bolalar ko'p tarmogli tibbiyot markazi, reanimatsiya va
intensiv terapiya bo'limi mudiri

Goshe kasalligining neyropatik shakli yo'li: o‘tmish, hozirgi
davr va kelajak nigohida

13:00-13:15 - Khalaf Gargary (Iroq, online)
PEASE Akademiyasi (Paediatricians Across Continent Education Academy)
Prezidenti, professor

13:15-14:00 TUSHLIK

MODUL 9.

NEYROMUSKUL KASALLIKLARDA REABILITATSIYA
Moderatorlar: Sh.O. Nurmatova, V.S. Alimova, L.R. Ahmadeyeva

Neyromuskul kasalliklarda reabilitatsiya dasturlari:
tamoyillar va innovatsiyalar

14:00-14:15 | - Ahmadeyeva Leyla Rinatovna (Rossiya)
Boshgirdiston Davlat Tibbiyot Universiteti, Nevrologiya kafedrasi, professor, t.f.d.

Reabilitatsiya jarayonida SMAIi bolalarning harakat va
kognitiv holatini baholash: O‘zbekiston tajribasi

14:15-14:30 | - Nurmatova Shoira Oktyabrevna (O‘zbekiston)
U.K. Qurbonov nomidagi Respublika bolalar psixonevrologiya shifoxonasi bosh
shifokori, bolalar nevrologi, t.f.n.

SMAda ortopedik muammolar: profilaktika, monitoring va
14:30-14:45 | reabilitatsiya

- Qaparova Darika Jetiletovna (Qirg‘iziston)
Onalik va bolalikni muhofaza qgilish Milliy markazi, ortopediya bo‘limi, bolalar
ortopedi

SMA va MDDIi bolalarni reabilitatsiya qilishda Respublika
bolalar ijtimoiy moslashuv markazining imkoniyatlari

- Alimova Vasilya Sattarovna (O‘zbekiston)
Respublika bolalar ijtimoiy moslashuv markazi direktori, t.f.n.

14:45-15:00




SMAda ortopedik jarrohlikdagi zamonaviy yondashuvlar

+ Chelpachenko Oleg Borisovich (Rossiya, online)

Rossiya Sog'ligni saglash vazirligi “Bolalar salomatligi milliy tibbiy tadgigot
markazi” FGAU, Neyroortopediya va ortopediya ilmiy asoslari laboratoriyasining
bosh ilmiy xodimi, bolalar jarrohligi kafedrasi anesteziologiya va reanimatsiya
15:00-15:15 kursi professpri, neyroortopediya v_a ortpp_ediya b_o‘limi travmato.logfortqpedi,
Travmatologiya va falokat tibbiyoti bo'limi rahbari, konsultativ-diagnostika
bo'limi travmatolog-ortopedi, Moskva shahar sog'ligni saglash departamenti
“Shoshilinch bolalar jarrohligi va travmatologiyasi ilmiy-tadqgigot instituti” GBUZ
o‘quv-uslubiy bo'limi katta o‘gituvchisi

SMAda zamonaviy motor shkalalar: tashxis, prognoz va
davoni nazorat qilishdagi roli

+ Xolmatov Mirzaolim Foziljon o‘g‘li (O‘zbekiston)

15:15-15:30 Ona va bola salomatligi Respublika ixtisoslashtirilgan ilmiy-amaliy tibbiyot
markazi, Farg‘ona filiali, «Ona va bola skriningi» bo‘limi, bolalar nevrologi, tibbiy
genetik, Farg‘ona jamoat salomatligi tibbiyot instituti, PhD doktoranti.

15:30-15:40 MUNOZARALAR

15:40-16:00 KOFE-BREK

MODUL 10.

IRSIY NEYROMUSKUL KASALLIKLARDA DIFFERENSIAL TASHXIS
Moderatorlar: K.R. Gubaydullina, T.Sh. Nishanov, A.Yu. Smirnova

Neyromuskul kasalliklarda elektromiografiya

16:00-16:15 | * Smirnova Anna Yuryevna (Rossiya)
Almazov Milliy tibbiy tadgigot markazi, neyrofiziolog shifokor

SMA va MDD: klinik maskalar va differensial tashxis

- Ganiyev Bobur Baxtiyor o‘g‘li (O‘zbekiston)

Pediatriya Respublika ixtisoslashtirilgan ilmiy-amaliy tibbiyot markazi, genetik
shifokor, Toshkent Davlat Tibbiyot Universiteti, Nevrologiya va tibbiy psixologiya
kafedrasi, “Tibbiy genetika” yo‘nalishi bo'yicha PhD doktoranti

16:15-16:30

Motoneyronlarni zamonaviy molekulyar tadqgiqotlari

- Nishanov Tuychiboy Shavkatovich (O‘zbekiston)
16:30-16:45 | BMT Bolalar jamg'armasi (YuNISEF) maslahatchisi, “Siz ona bo'lasiz” klinikasi,
tibbiy genetik

Qo‘l-oyoglarning mushak distrofiyasi: O‘zbekistonlik
bemorlar oilaviy holatining fenotipik tavsifi

- Gubaydullina Kamila Ravilyevna (O‘zbekiston)
Toshkent Davlat Tibbiyot Universiteti, Nevrologiya va tibbiy psixologiya kafedrasi,
“Tibbiy genetika” yo'nalishi bo'yicha PhD doktoranti

16:45-17:00




17:00-17:15

Irsiy neyromushkul kasalliklarda mushaklarning MRT
diagnostikasi

- Jelilov Asan Ruslanovich (O‘zbekiston)
Radiolog, IMDS klinika.

17:15-17:30

Tug‘ma strukturaviy miopatiyalarda bolalarda mushak
degeneratsiyasining eng aniq nhamunalarini aniglash

+ Zaynutdinova Dilorom Rustam qizi (O‘zbekiston)
Pediatriya Respublika ixtisoslashtirilgan ilmiy-amaliy tibbiyot markazi, Toshkent
Davlat Tibbiyot Universiteti, PhD doktoranti

17:30-18:00 MUNOZARALAR.

SERTIFIKAT TOPSHIRISH.
KONFERENSIYA YOPILISHI.
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KoHrpecc no HeMpoMbliLIeYHbIM 3a60n1eBaHUAM
“Step by Step Along the Silk Road"”:
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| MEXXOAYHAPOOHDbIW LLEHTPAJIbHO-A3UATCKUA KOHIPECC
MO HEMPOMDILLUEYHbIM 3ABOJIEBAHUAM
«STEP BY STEP ALONG THE SILK ROAD»:
COBPEMEHHbIN MEeHEO)KMEHT, MepPCreKTUBbI U
MeXXOAUCLUUMIMHAPHOE COTPYAHNYECTBO

NMPEKOHIPECC
LUKONA Ang POOUTENEN NALMUEHTOB CO CMMHAJIbHOMU
MbILLEYHOU ATPODPUEN U MBILLEYHOW OUCTPODUEN
OIOLWEHHA

TallKeHT, Y3beKuncTaH

Data: 22 oKTSA6pa 2025 .
®opmat: OYHbIM dopmMmar.
MecTo npoBeaeHus KoHbepeHumu: Pecny6nmkaHckum LleHTp CoumnanbHom
Apantauunmn Odeten
Anpec: Y. A6aynna Kaxxapa, 34, r. TallKeHT.

Cnukepbl:
CaBBa HaTtanba HukonaeBHa - Pektop AHO [MNO «AKageMud naninaTtmeHom
negmatpum CaBBa» K.M.H., 0OLEHT

Mbip3anueBa BaxbITKynb [HKycymKaHoBHa

Crapwwun npenogasaTtenb Kadegpbl HeBponormm KasaxcraHcKko-Poccumckoro megm-
LIMHCKOIro YHUBEPCUTETA, MarnucTp MeAnLMHCKMNX HayK, KOOPAMHATOP MO HEMPOMbI-
LeYyHbIM 3a60n1eBaHNAM, YNeH SKCNEePTHOro KOMUTETA MO AEeTCKOM HEBPOOTMM NpU
Pecny6numnkaHckoro LleHTpa OpdaHHbix 3a6oneBaHUN.

OpraHusaTopbl:

» MUHUCTEPCTBO 34paBooOXpaHeHUs Pecny6inkm Y36eknctaH

» PecnybnmnkaHckmm CrneumanmsnpoBaHHbI HayuyHo-NpakTuiyecknm MeguumMHCKUM
LleHTp 3popoBbsa MaTepu n Pe6éHka (PCHIMMLU3MuP);

» OO «Accoupmanmsa KIIMHUYECKUX HEMPODU3UOOToB U MEOULMHCKUX F’EHETUKOB
Y36eKuncTaHa,

» Pecny6nMKaHCKUM LLEHTP couManbHOM aganTaumm oetem;

» O6LecTBeHHbIM ®oHa «<SMA Umidy;

» MaumneHTCcKada opraHmsaumsa “SMA Oilasi” (npu PCLUCAL);

» bnaroTBopuTenbHbI GoHA «TBOPU fo6po» (MonbLua).

YuacTHUKM: Bpauu-HeBponorn PCHIMML3KP, Bpauun-peabunutonorun PLUCAL, poaontenm
neten co CMA mu MO0

A3bIKN KOHPepeHUMn: Y36EeKCKNIN, PYCCKUN



09:00-09:30 PETMCTPALIUA, BHAKOMCTBO

MynbCOKCUMETPUS U KaNHOMETPUS: MeToabl, MPUGopPLI, UHAMBUAYaNbHbIN
09:30-9:45 | TaMUHr n nokasaHusa ansg HUBJ1 u UBJ1 npu CMA nMO4

H.H. CaBsa

OcTpas abixaTesibHas HeAO0CTaTOYHOCTb: MPUYMHbI, KaK pacno3HaTb 1 YTO
09:45-10:00 | Aenatb npu CMA v MAL

H.H. CaBsa

MeLlok AM6y: Kakoi, KoMy 1 ansa vyero npu CMA n MAA? Oco6eHHoCTU
UCMOMIb30BaHUSA Y MaNleHbKUX AeTeMN: KaK U36exKaTb OCITOXKHEHUN

H.H. CaBBa
AM6y-Tepanusa u nepsas NOoMoLLb C NoMoLlblo MeLllka AM6y npu CMA u MAA.
H.H. CaBBa

HyTPUTUBHbBIN CTaTyC, MOHUTOPUHI U KOPPEKLUA HYTPUTUBHOMN HEQOCTATOM-
10:30-10:45 | poctu npu CMA n M. Yto Takoe gucdarums, nokasaHUs K raCTPOCTOMUMU.

H.H. CaBBa

OcTeonopos U oXXupeHue y geten co CMA u MO - NpUYUHBbI, KaK BbISBUTb,
10:45-11:00 | YeM KopMuTb NpaBunbHoO? Kak npodunakrmposats?

H.H. CaBsa

10:00-10:15

10:15-10:30

Mcnonb3oBaHue nevye6HOro nutaHua y neten co CMA n M - KoMy, 3a4em,
11:00-11:30 KaKylo cMecb Bbl6paTb?

H.H. CaBBa

11:30-12:00 NMEPEPbIB
BakuuHauusa geten ¢ CMA u MO0,
H.H. CaBBa

12:00-12:15

Mpo6nembl c cepaueM y aeter co CMA n MO: KaK BbISIBUTb, YTO Aenatb?
H.H. CaBBa

12:15-12:30

Ponb cneumanmcToB 1 poauTenen B MynbTUANCLMMNIIMHAPHOM KOMaHAae.
MNMcuxonormnyeckada nomMoLlb naumeHTamMm co CMA u M0 v yneHaM nx ceMbMu.
YeMy u Kak obyyaTb geteit c CMA n MO ana nony4vyeHusa npodpeccum B
6ynywem.

H.H. CaBBa

12:30-12:45

Kak us6exaTb BTOPUYHbIX OCITOXXHEHUN 6one3Hn? MNMocTypanbHbli MeHen-
12:45-13:00 | XMEHT U ponb opTe3npoBaHus Npu CMA n M. Oco6eHHOCTU NpoBeaeHus
* . peabunutaumu npu CMA n MOAa.

H.H. CaBBa

CKONMMO3 U KOHTPaKTypbl. OpToneauyeckas Koppekuusa npyu CMA u M4,
13:00-13:15 Ncnonb3oBaHUe TEXHUUYECKUX CPeACcTB peabunutaumm ana npodunakTuku.

H.H. CaBBa

Heo6xoanMocTb cTepouaHomr Tepanuu npy MO 1 BOSMOXKHbI@ OCITOXXHEHMUS.
13:15-13:30 Kak npodunakTupoBaTh U KTO JO/MKEH HabnoaaTh pe6eHka.

H.H. CaBBa

13:30-14:30 OBELl

MeToabl GyHKUMOHaNbHOM OLEeHKU aeTeit co CMA
14:30-15:30 B.[. Mbip3anuesa

15:30-16:00 NEPEPDIB

MeToabl GyHKUMOHaNbHOM oLeHKU aeTteit co CMA
16:00-17:00 Abl PYHKL Henkm A
5.4. Mbip3annesa




| MEXXOYHAPOOHbIN LLEHTPAJIbHO-A3UATCKUWA KOHIPECC
MO HEMPOMBILLUEYHbIM 3AEONIEBAHUSAM

«STEP BY STEP ALONG THE SILK ROAD»:
COBPEMEHHbIV MEHeXKMEHT, MepCcrneKTUBb U
MeXancunninHapHoe coTpyoHMN4YeCcTBO

KOHIPECC

TallKeHT, Y36eKuncTaH

Data: 23-24 okTa6psa 2025 T.
®opmat: TMBPUOHbIN
MecTo nposeaeHus koHdbepeHuum: AZIMUT hotels (6biBLUMM International hotel
Tashkent)
Appec: ynuua AMup Temypa, 107A, r. TalIKeHT

OpraHusaTopbl:

» MUHUCTEPCTBO 34paBooOXpaHeHNa Pecnybnmkuy Y36ekmnctaH

» Pecny6nnkaHckum CrneumanmsmnpoBaHHbI HaydHo-MNpakTuiecknin MegnMuUMHCKUN
LleHTp 3nopoBbsa Matepu n Pe6éHka (PCHMML3MunP);

» LleHTp pa3BuUTMA NpodeccnoHanbHOM KBannpmKkaumm MeanumMHCKUX paboTHUKOB
(LPTKMP)

» OO «Accoumaumsa KNMHUYECKNX HeMPOPU3UOIOroB U MEAULIMHCKUX FeHETUKOB
Y36eKncTaHa»;

» OO «Accoumaumsa OeTCKUX HEBPOOroB Y36eKMcTaHa,

» OO0 «Intensive Medical Education»;

» OpaHwm3za: Institute Myology (the Pitié-Salpétriere Hospital, Paris, France);

» OO «O6LLecTBO AeTCKUX HEBPOSIOroB, HEMPODU3NONOroB, MCUXMATPOB U NCUXOTepa-
neBTOB», KasaxcTaH

» Ob6LecTBeHHbIM DoHA «SMA Umid», Y36eKknctaH

Y4acTHUKU KOHrpecca: HEBPOJIOTN, FEHETUKMU, pea6MﬂMTOJ'IOFVI, opTonenbl-TpaBMaTosioru,
aHecTe3nonor-peaHMMaTonoru, neguaTtpbl

A3bIKU KOHdepeHUnn: y36eKCKUM, PyCCKUM



23 OKTAB6PH 2025 roa
07.30-08:20 PEFMCTPALIMA YYACTHUKOB
TOPXXECTBEHHOE OTKPbITUE

MopepaTtopbi: A.A. Xynosipos, 2.U. BacutxaHoBa, X.A. AKunos, LL.LL.
LLlamaHcypos, N.P. AnumxogykaeBa, M.K. LLUapunosa, L. KyapaTxy»a

08:20-08:30| Bupeo TpaHcnauma

Pa3BuTme cucrtembl noMmowm getsam ¢ HM3 B Y3bekucraHe

- XygosipoB Acnnb6ek AHBapoBuY (Y36eKNCTAH)
08:30-08:40| MuHucTp 3apaBoOXpPaHeHNs PY3

- BacntxaHoBad 3n1bMnpa UpKMHOBHA (Y36eKUCTAH)
3aMecTuTeNb MUHUCTPA 34paBOOXpaHeHUs PY3

UcTopua MeAULMHCKOM NreHEeTUKU B Y36eKUcTaHe

08:40-08:50| - AnmmxoarkaeBa lMNapoxat PycTaMoBHA (Y36eKNCTaH)
Mpodeccop, OCHOBOMONOXHMK MarncTpaTypbl Mo HanpaBieHuio «MeguumH-
cKad reHeTrka» Npu TalKeHTCKoOM MeonumMHCKoM AKkagemMmm

HenpepblBHOe MeAULMHCKOe 06pa3oBaHMe KaK OCHOBa
MoAroToBKU CNEeLUanncToB No PeAKUM 60/e3HAM

- AkmunoB Xa6u6ynna AtaynnaeBmy (Y36eKUCcTaH)
OuvpekTop LieHTpa passutra npodpeccroHanbHoOM KBanmbuUkaLmm MeanumH-
CKMX paboTHUKOB (LLPMKMP), npodeccop, 4.M.H.

LleHTpbl «CKPUHUHI MaTepu U pe6&HKa»: npoLunoe,
HacTosiLlee U 6yayLuee

- Wlapunosa MaanHa KapumoBHa (¥Y36eKUCTAH)

08:55-09:00 [NaBHbIM creunanmcT No MeaAMLUMHCKON reHeTuke M3 PY3, TallKeHTCKUM
focynapCTBEHHbIM MeaAULMHCKNI YHUBEPCUTET, OOLEHT Kabeapbl daKynsTeT-
CKOW MeanaTpuu, A.M.H., 4nieH MNMoctosaHHo [dencTBytoLlen SkcnepTHom Mpynnbl
no CMA npu M3 PY3

Accoumaumm KNUHUYECKUX HeﬁpO¢M3MOHOFOB n MeanumnNH-
CKUX FreHeTUKOB: HaluU o6Lume uenm u Hagexabl

- Tyiunbaesa Hognpa MupatanmneBHa (Y36eKUCTaH)

Mpeacepatenb Accoumaumm KNIMHUYECKUX HEMPOPU3MONOTOB U MEOULIMHCKUX
reHeTWKOB Y3beKncTaHa, AMPEKTOP MarncTpaTypbl MO HanpaBneHuo «MeanLnH-
CcKad reHeTnka» TalKeHTCKoro focyaapcTBeHHOro MeanuUmMHCKOro YHMBepCUTeTa,
AoueHT kadbedpbl HEBPONOIMW U MEOULIMHCKOW MCUXOAOTMIN, O.M.H.

Posib 06LecTBEeHHbIX MAaLUEHTCKUX OpraHM3aumMi B MOMOLLU
petam co CMA

- Kyapartxy»xa Lllep3oaxoH (Y36eKUcTaH)

Mpencepatens nonevymTenbckoro coeta poHaa «CMA YMuay, pektop YH1UBepCKU-
TeTa XKYPHANMUCTUKM M MacCOBbIX KOMMYHUKaLWK, [NpeacenaTenb NpaBneHus
HauwnoHanbHoM Megua Accoumauunm YabekucTaHa, 4.M.H.

CnoBo nauueHTy: «<Momn gnarHos - CMA»

+ Mup3saxugos Mupkomun (Y36eKUCTaH)
MauneHT co CMA, cTyaeHT YHnBepcuTeTa Akda MegnainH

08:50-08:55

09:00-09:05

09:05-09:10

09:10-09:20
- AHap6aeBa KaHbiker (Kblprbi3cTaH)

MauneHTka co CMA, ydyeHuua 10 knacca

09:20-09:25 TEPEPDLIB




MoAayJib 1.

COBPEMEHHDIE NoAxoAbl K AUArHOCTUKE U MPODUJTAKTUKUN
HACNEACTBEHHbIX HEMPOMBILWEYHbIX 3AEOJIEBAHUN
14ACTb

MopepaTopbi: LL.LLU. LLlamaHcypoB, A.Urtizberea, H.M. Tyitun6aeBa

HacneacrtBeHHble HeﬁpOMblmequle 3a6oneBaHus: nyTb OT
¢oe|-|o1'una K reHoTuny

09:25-09:55 | * Dr. Andoni Urtizberea (@paHuus)

NHCTUTYT Munonoruu, pykosoamTens JleTHel WwKonbl Mmonorum (AcadeMyYO),
ocHoBaTesb U Npeacenatenb Myologie Sans Frontiéres, KoopaMHaToOp PyKOBO-
asulero kommrteTta Pervctpa naumeHtos co CMA Bo @paHumu, npodeccop

CTpaTerusi okazaH1s NOMOLUU AETAM C Hac/lIeACTBEHHbIMU
HeMnpoMbILLEeYHbIMU 3a60N1€eBaHUAAMU Y AeTel B Y36eKUCTaHe

- LWlamaHcypoB LLlaaHBap LLiamypanoBud (Y36eKncTaH)

09:55-10:15 [MaBHbIW cneLnannucT No AeTcKom HeBponornm M3 PY3, npencenatenb Accolma-
LMK OETCKMX HEBPOMOroB Y36eKncTaHa, LieHTp pa3BnTna npodeccroHanbHom
KBanMdUKaLumMm MegULIMHCKUX PaboTHUKOB, 3aBeayoLmnii kKabeapow AeTCKom
HeBponornmm MMeHu npodeccopa LamaHcyposa LWamypapn LLlapacynosuua,
npodeccop, A.M.H., NpeaceaaTent NocTogHHO [JencTBytoLLen SkcnepTHoOM pynmb|
no CMA npu M3 PY3

CoBpeMeHHble acneKTbl MaToreHeTU4YeCKOM Tepanum n
CKPWHUHIa CMUHaNIbHOM MbilLe4YHOM aTpodumn

10:15-10:35 + MapetnHa MapuaHHa AnekcaHgpoBHa (Poccus)

DOreHY HUMATUP nm. [.0.0TTa, nabopaTtopusa MOMEeKyNapHOMN reHeTUKU U
reHHOM Tepanmu oTAeNeHNa reHOMHOM MeanUKMHbl UM. B.C.BapaHoBa, M.H.C.

MoneKynapHo-reHeTU4YeCcKasa AMarHOCTUKa HacneacTBeH-
HbIX HEMpPOMbILLEYHbIX 3a6oneBaHMK: onbiT KasaxcTtaHa

10:35-10:55 | . pagHoBa Muprynb ®@avisynnmnesHa (KasaxcTtaH)
3aBeaytoLLasa oTaeNoM KIMHUKO-TeHETUYECKOM AnarHocTukm KA nabopatop-
HOWM MeguLUMHbI, MaTonornm n reHeTukn. KO “University Medical Center”, K.M.H.

CKPUHUHI NPU HEMPOMBILLEYHbIX 3a601eBaHUsAX: OT npea-
6payHoro 3Tana 4o HOBOPOXAEHHOrO: ONbIT Typuumn

- Feride iffet Sahin (Typums)
Smartgen Genetic Diseases Evaluation Center, Prof., MD

10:55-11:15

CnuHanbHada MbiLLeYHasa anOd’Mﬂ, COoBpeMéeHHbIe noaxoabl
U 0CO6EeHHOCTHU MOﬂeKynﬂpHOﬁ ANAarHOCTUKu
T1:15-11:35 - ®easikoB Muxann AHapeesuy (Y36eKUCTAH)

PykoBoamTeNb oTAeNeHUs KINMHUYECKOM reHETUKM, Bpad-reHeTuK, nabopaTtop-
HbI reHeTuK, Genscreen

11:35-11:55 KO®E-BPEUK




MoAVY/ib 2.
COBPEMEHHbIE METOAibl TAPFETHOW TEPANMUU U MYNIBTUAUCLIMIVTMHAPHbIN
noaxoa K JIEMEHUIO NALIMEHTOB CO CMA

MopepaTtopbl: M.K. LLapunoBa, M.A. LlamcuanuHoBa, A.X. [hkakcbi6aeBa

CoBpeMeHHas 6one3Hb Moguduumpyollas Tepanua CMA:
Heo6Xo0AMMOCTb U 060CHOBAHHOCTb Tepanumn

11:55-12:15 - [Ibkakcbl6aeBa ANTbiHWAL XavpynnaeBHa (Ka3axcTaH)

Mpe3naeHT OO «O6LEeCTBO AETCKUX HEBPOSIOTOB, HENPODU3NONOroB, Ncmxma-
TPOB U NcuxoTepaneBToBy», YneH CoBeTa JupekTopoB European Pediatric
Neurology Society, komuTeTa no O6pa3oBaHMIO U TPEHWHIaM Ha MepUoL C
2022-2026, npodeccop, A.M.H.

MynbsTamucuUunIMHapHasa KoMaHAa Npy BeAeHUM NaumMeHToB
co CMA: koopaAUHauus, KOMMYHUKauus, 3pPeKTUBHOCTDb

11:15-12:35 - CaBBa Hatanbss HukonaesHa (MonbLua)
Pektop AHO AMNO «AkagemMusa nannmatneHom negmatpum CaBBa» K.M.H., OLEHT

MNHHOBaLMOHHaA NneKapcTBeHHad Tepanuda naumMeHToB CO
CMA: nyTK peanusauum puHaHCUpoBaHUA opdaHHbIX
nauneHToB

- TyneyraeB EpHac TneyraeBnY (Ka3axcTaH, OHIAMH)

PykoBoamTenb Pecny6MKaHCKOro LeHTpa opdaHHbIxX 3a6onesaHnii KO UMC, AM.H.
Mpw Nnooaepy ke KoMnaHMm HosapTuc

Moaxoabl K AUAarHOCTUKE BANoro pe6éHkKa Ha
aM6ynaTopHOM ypoBHe

12:55-13:15 | . Kagbiposa Acenb LUnpaak6ekoBHa (Kbiprbi3CTaH)
MMaBHbIV CELManUCT Mo AeTCKOM HEBPONornn M3 Kbiprbi3cTaHa, 4eTCKMiM
HEBPOSION, K.M.H.

T:35-11:55 OBEN
MOoAVI/lb 3.

MEXXAYHAPOAHDbINA ONbIT TEPAMUU CMA «STEP BY STEP»
MopepaTopsi: LL.LL. LLlamaHcypoB, A.MamMMaa6annu, J1.A. Teke6aeBa

12:35-12:55

CucrteMHbin noaxon K CMA - cozgaHue perucrtpa, coBep-
LLUeHCTBOBaHME AMArHOCTUKU U AOCTYN K Tepanuu: onbiT
Y36ekucTaHa

- WamcuagmHoBa Mapxa6o AHBApPOBHA (Y36eKNCTAH)

14:00-14:20 | Pecny6nvkaHckmnii CneumnmanmnsnpoBaHHbii HayudHo-TpaKTnyeckmnm MeguumH-
ckni LleHTp 3nopoBbs Matepu 1 Pe6éHka, oTaeneHne MeanKo-reHeTnyeckom
KOHCYNbTauMM, LETCKNIN HEBPOON, MEAULIUHCKNIN reHeTUK, PhD-gokTopaHT,
uneH MoctosiHHO LencTaytoLLein SkcnepTHow Mpynnbl no CMA npu M3 PY3

CucrteMHbin noaxon K CMA - cozgaHue permcrpa, coBep-
LUeHCTBOBaHUE ANAarHOCTUKU U AOCTYMN K Tepanuu: onbIT
Asep6anpxaHa

- ATaH Mammag6avinm (Asep6aaXxaH)

[NMaBHbIN BHELUTATHbIM DKCMEePT Mo AEeTCKOM HeBpoorn M3 AsepbanoykaHa,
14:20-14:40 | npe3naeHT AccoLmaLmm OETCKUX HEBPOOoroB AsepbaniykaHa, AsepbanoyKaH-
CKMI MeoMnUMHCKNI YHUBEPCUTET, 3aBeaytoLlas Kadbenpom AeTCKOM HEBPONOrnm,
npodeccop, PhD, DSc

- Fag)xkmneBa Mnaxa (Asep6arig)kaH)
AzepbangyKaHCKMM MeaAULMHCKNI YHUBEPCUTET, aCCUCTEHT Kadenpbl AETCKOM
HeBpoIornmn




CucrteMHbin noaxon K CMA - cozgaHue perucrtpa, coBep-
LLUeHCTBOBaHME AUArHOCTUKU U AOCTYM K Tepanuu: onbiT
14:40-15:00 | KPIPTbI3CTaHa

- bBa6amxaHoB Hypmyxammen O)kamanoBuy (Kbliprbi3cTaH)
HaunoHanbHbIN LLeHTp oXpaHbl MaTePUHCTBa U AETCTBA, AETCKNIA HEBPOJIOT,
K.M.H.

CucrteMHbin noaxon K CMA - co3gaHue perucrtpa, coBep-
LUeHCTBOBaHME AUArHOCTUKU U AOCTYMN K Tepanuu: onbiT
KasaxcTaHa

- Teke6aeBa JlaTuHa AM>KaHOBHA (Ka3axcTaH)
[NaBHbIN BHELUTATHbIW OETCKMI HeBponor PK, 3aBeaytoLlaa nporpaMmMon
netckom HeBponornm KO UMC, K.M.H.

15:00-15:20

15:20-15:50 | OuckKyccum, noanucaHue permoHanbHoOro KoHceHcyca no CMA

15:50-16:10 KO®E-BEPEUK

MOAYVYIJIb 4.
POJ1b OBLECTBEHHbIX MALMEHTCKUX OPFTAHU3ALIUA B ALBOKALIUU
NPAB NALUMEHTA HA NOJTYYEHUE COBPEMEHHDbIX
TEXHOJIOrM AUATHOCTUKU U JIEYEHUS

MopepaTopbl: M.Ackapxy»><aeBsa, C.P. Hap6biH6aeBa, [1.B. Benakos

OeatenbHOCTb o6wecTBeHHOro poHpa «SMA UMID»
B Y36eKUCTaHe

16:10-16:25 - Ackapxy»xaeBa Masnoga (Y36eKncTaH)
McnonHUTeNbHbIW AUpeKTop 6naroTBopuTenbHoro doHaa «SMA UMID»
OeatenbHOCTb o6wecTBeHHOro poHpa «Cembu CMA»
B Poccuun

16:25-16:40 | . epMaHeHKo Onbra KOpbeBHA (Poccus, oHIAH)

Mpe3ngeHT «CeMmbn CMA Poccunmy», Buue-npesngeHT SMA EUROPE, mama
pebeHka co CMA

OeaTtenbHoCTb o6uwecTBeHHOro ¢oHpa «OMupre CeH»
B KasaxcTtaHe

16:40-16:55 | . Lyrenosa Ca6uns TypcyHoBHA (Ka3aXCTAH)
Mpe3npeHT ObLecTBEHHOIo GoHAa MOMOLLM AETAM C HENPOMbILLEYHbIMU
3a6oneBaHma «OMUpre ceH» (Bepb B XU3Hb), TeTa pebeHka ¢ MO,

OeaTtenbHocTb o6uwecTBeHHoro ¢oHpa «Huet Kapakon»
16:55-17:10 B KbiprbisctaHe

- Hap6biH6aeBa CanTtaHAT PbicriekoBHA (Kblprui3cTaH)
MpencenaTenb obllecTBeHHOro doHaa «HMeT Kapakon», MamMa geBodka co CMA

Penkue, HO He HeBUAUMBIE: POJIb MALMEHTCKOro ABUMXXEHUSA
B NogaepXXKe nogen c pegkumm HM3

- Benskos AeHuc Bnagnmuposud (Poccusi)
[OunpexTop Coto3a NaumMeHTOoB Mo peaKnm 3a6oneBaHnaM

15:25-17:30 NEPEPDbIB

17:10-17:25




MOAVYIJlb 5.
PECMUPATOPHASA NOAAOEPXKA, MPO®UNTAKTUKA
OCJIOXXHEHUW NPU HM3
MopepaTtopsbi: H.H. CaBBa, N.P.AxMepnoB, A.T. MaTKkeeBa

PecnupaTopHble OCTIOXXHEeHUs npu HeﬁpOMbILIJe'-IHbIX
3a6oneBaHUNAX: HaTO(bVIBMOHOFVIﬂ N KIMHN4YeCKue npodasneHunda

- CaBBa Haranba HukonaesHa (lMonbLua)
PekTop AHO AOMO «AkageMuna nannmatmeHowm neamatpmum CaBBa» K.M.H., OLEHT

17:30-17:50

MeHeaXMEeHT OCTPbIX COCTOSSHUM Y NAaLMEHTOB C HEMPOMbI-
Le4yHbIMU 3a60/1eBaHUSIMM (OCTpas AbixaTeNbHaA HeJocTa-
TOYHOCTb Ha POoHe acnUpaLUOHHbIX U UHPEKLUMOHHbIX
npoueccoB), 0CO6eHHOCTU aHeCTE3UONIOMrMYEeCKOoro noco6us
npu onepaTtusBHbIX BMeLwlaTenbcTBax npyu CMA u M4

17:50-18:10 + Hukngopos Bacunnii Cepreesmny (Poccus, OHIQH)

Mopo3oBckadq [deTckasa KnnHunyeckasa flopoackaa KnmHmnyeckaa bonbHuLa,
LeTckaa MHMEKLMOHHag KNMHMYecKasa 6onbHKMua N26 r. MockBbl, [leTCKuin
XOCMWC, BPay aHeCcTe3noor-peaHmMaTonor

BakuuHonpodpunaktuka npm HM3: mexxapyHapogHbie
peKoMeHaaunm U KIIMHUYecKaa npakTukKa

- MaTtkeeBa Avirynb TyHry46ekoBHA(Kbiproi3cTaH)

HauMoHanbHbIM LLeHTP OXpaHbl MaTePUHCTBA U AETCTBA, AETCKMIN HEBPOSIOT,
18:10-18:30 accucTeHT Kadenpbl dakynbTeTcKon neamaTpum Kolprbiackowm focyaapCcTBEHHOM
MepguumHckon AkageMum nm. T.K. AxyH6aeBa, K.M.H.

+ Ackap6ekoBa XXbinabi3 CyriyH6ekoBHA (Kblproi3cTaH)
HauuWoHanbHbIM LIeHTP OXPaHbl MaTePUHCTBA U AETCTBA, AETCKNI HEBPOON

18:30-18:40 | 3aKpbITUe 1 AHA KOHIrpecca

18.40-19.00 TPAHC®DEP HA Y)XXUH

19.00-21.00 YXXVH
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MOAYIJlb 6.
COBPEMEHHbBIE noaAxoabl K AMAFrHOCTUKE U MPODOUSTAKTUKU

HACNEOCTBEHHbIX HEMPOMbBILWEYHbIX 3AEOJIEBAHUN
24ACTb

MopepaTopbi: K.T. Bo6oeB, ®.K.KyTnbiMypaToBa, A.B. Ié

PacLUMpPEHHbIA CKPUHUHI HOCUTENbCTBA HaCNeACTBEHHbIX
3a6osieBaHMM B MacLUTabax Bcero HaceneHus

- Donal Melanaphy

08:30-08:50 Business Development Manager, EMEA — Microarray. Thermo Fisher Scientific

- Lynda Kassama Demir
Senior Sales Business Development Manager - Africa, Middle East, Turkey, CIS.
Human Predictive Genomics. Thermo Fisher Scientific

CMA, gmarHoctuveckue npobéremsl

08:50-09:10 | . g Menuknwsunnn (Mpysus)
[eTcKkuin HeBposor

OnbIT NpoBeaeHUs 406payYHOro CKPUHMHIa Ha HOCUTENb-
cTBo CMA B Y36eKUCTaHe: AOCTUXXEHUSA U NePCNeKTUBDI

09:10-09:25 | . 5o60es KoaunpyoH TyxTab6aeBunY (Y36eKUCTAH)

Pecny6nunkaHckmni CneumanmsnpoBaHHblii HayuHo-MNpakTnyecknin MeguumH-
ckum LleHTp fematonorum M3 PY3, pykoBoAWTENb OTAENA MONEKYNAPHOMN
MeOULMHbI U KNETOUHbIX TEXHOMOrMin, Npodeccop, A.M.H.

OnbIT NpeHaTanbHOM gnarHoctukun CMA n MO0
B Y36eKUcTtaHe

- KytnbiMypaTtoBa ®epy3a Kanb6aeBHda (Y36eKUCTAH)

Pecny6nunkaHckmni CneumanmsnpoBaHHbii HayuHo-MNpakTnyecknin MeguumH-
ckuin LleHTp 3nopoBbst MaTepu 1 Peb6éHka, 3aBeytollast KOHCYNbTaTUBHbIM
otaeneHnem «CKPUHUHT MaTepu U peb&HKa», Bpay-reHeTnK

- WamcupamHoBa Mapxa6o AHBApoOBHA (Y36eKNCTAH)

09:25-09:40 Pecny6nunkaHckuiin CneumanmanpoBaHHbi HayuHo-MpakTuyecknin MeamnumH-
ckui LleHTp 3nopoBbs MaTepu 1 Peb6éHka, oTaeneHmne MeonKo-reHeTU4ecKom
KOHCYNbTaLWW, OETCKUI HEBPOOT, MEANLMHCKNI reHeTuK, PhD-0OKTOpPaHT,
uneH lMocTtosHHO dencTBytoLLein dkcnepTHoM Mpynnbel no CMA npmn M3 PY3

- AxmefoB NnbxoM PaxumM»xaHoBUY (Y36eKUCTAH)

Pecny6nvkaHckmnit CneumanmsnpoBaHHblii HaydHo-MpakTuyecknin MeguumH-
ckui LleHTp 3nopoBbs MaTepu 1 Peb6éHka, oTaeneHmne MefnKo-reHeTU4eCcKom
KOHCYNbTaLMu, OETCKNI HeBporor, PhD-00KTopaHT, uneH MNMocTtoaHHo [JencTBy-
toLe kcnepTtHoM Mpynnbel no CMA npu M3 PY3

OnbIT NPUMEHEHUA NF’eHETUYECKOro TectuposaHus rnpm HM3:
OT AMArHOCTUKM K NpoPUiakTuke

09:40-09:55| . rs Apacracus BnaaguvcnasoBHa (KasaxcTaH)
3aBenytoLLada oTaeNneHneM MeAnKO-reHETUUYECKOrO KOHCYIBTUPOBaHUS,
Bpay-reHeTnK TOO «LleHTp MonekynapHoOM MegmumHbl»

09:55-10:00 NMEPEPDIB




MoAVY/Jib 7.
COBPEMEHHbBIE METOA bl AUATHOCTUKHA
U TAPFETHOW TEPAMWU NALMEHTOB CO MAA

MopepaTopbl: Y.T. OMoHOBa, [.H.AdraHoB, H.[l. Ba6ag)kaHoB

MblweuHas aucTpodus OioweHHa: 0630p COBPEeMEHHbIX
MeToaoB ANArHOCTUKMU U naToreHeTU4YeCcKomn Tepanuum
10:00-10:30 | . by, Edoardo Malfatti (DparHums)

Mpencenatens crneumnanm3vpoBaHHOM rpyrnbl MO HEMPOMbILLEYHOW NaTonormm
EURO-NMD, Paris-Est Créteil University, npodeccop MD, PhD, Professor

CnekTp MyTauui B reHe DMD y nauueHToB ¢c MO,
B Y36eKUucTaHe

10:30-10:45 | - OMoHoBa YMuaa Ty/IKMHOBHA (Y36eKNUCTAH)
TallUKeHTCKUIM focynapcTBEHHbIN MeQULIMHCKUI YHUBEPCUTET, AOLEHT Kadeapsbl
HEBPOSIOrM, AETCKOM HEBPOOTMU U MEANLIMHCKOM FeHETUKM, I.M.H.

MpoTokon ctepouaHoM Tepanuu naumeHToB ¢ MO0,

10:45-11:00 | © Tarmesa MeaunHa (Azep6arigKaH)
A3epbanoykaHCKM MeanMUMHCKUIN YHUBEPCUTET, aCCUCTEHT Kadeapbl 4ETCKOM
HeBponoruu, PhD

TepaneBTUUYecKasa cTpaTerus Mmmoguctpooum [ioleHHa:
onbIT Ka3zaxcTaHa

11:00-11:15  Mbip3anvesa BaxbITKysb JyKycyrmxaHoBHA (Ka3axcTaH)

CTapLuni npenofasaTenb Kadenpbl HeBponorum KasaxctaHcko-Poccninckoro
MEAMLMHCKOrO YHNUBEPCUTETA, MarucTp MEAMLMHCKUX HayK, KOOPAMHATOP Mo
HeMpPOMbILLEYHbIM 3a601eBaHNAM, UNleH DKCMePTHOro KOMUTETa MO AETCKOM
HeBpoorMm npu Pecny6nvkaHckoro LieHTpa OpdaHHbix 3a6onesaHuit

OnbIT BeaeHUa naumeHToB ¢ MO B Y36eKucraHe

« AxMenoB UnbxoM PaxuMxaHOBUY (Y36eKNCTAH)

Pecny6nunkaHckui CneumanmsnpoBaHHblii HayuHo-MNpakTnyeckn MeamumH-
ckuin LleHTp 3nopoBbs MaTepu 1 Pe6&HkKa, oTAeNeHMne MeanKo-reHeTU4eckom
KOHCYNbTaLWW, OETCKMIM HeBpornor, PhD-gokTopaHT, uneH MNoctoaHHo dencTBy-
folen kcnepTHoM Mpynnbl no CMA npu M3 PY3

11.30-11.50 KO®E-BPENK

MOAVYIJib 8.

onbIT AUATHOCTUKU N NIEMEHUNA HACJNIEACTBEHHDbIX HM3
MopepaTtopbi: XK.A. Laruacosa, b.[. Mbip3anueBa, M.®. XonMaTtos

11:15-11:30

CoBpeMeHHble TeHAEeHUNN B reHHoM Tepanuu CMA v MO O:
3a U NpoTuUB

1:50-12:15 - Dr. Andoni Urtizberea (OpaHuus)

WHCTUTYT Muronorum, pykooamTenbs J1IeTHel WkKonbl Muonorum (AcadeMyYO),

OCHoBaTeNb 1 Npefcenatens Myologie Sans Frontiéres, KoopaMHaTOP PyKOBO-
O9L1ero KoMmrteTa Permctpa nauneHTos co CMA 8o dpaHumu, npodeccop

HycuHepceH B Tepanuu CMA: BHegpeHue BOCNpouUsBeaEH-
HOro npenaparTa B NPaKTUKY POCCUMUCKUX HEBPOJIOroB

12:15-12:30 | . yakuna Esrenms BaagummposHa (Poccus, OHAQHH)

3aMecTuTenb AMPEKTOPa MO HayYHOM paboTe, 3aB. OTAEMOM MO NCUXOHEBPOO-
rn n Hempopeabunutaunm OrAY «HMULL, 3gopoBba aeten»

MuH3gpasa Poccum




OnbIT UCNo/ib30BaHUA HycuHepceHa B Tepanun aeTen co
CMA B Y36eKuctaHe

- CagblkoB MapaTt @aTtmnxoBuy
McnonHutenbHbin omupekTop ObLlectBeHHoro @oHaa Mopneprkku Oeten

12:30-12:45

MepBbli ONbIT TepanMmM MeTaboIM4YecKom MMonaTmum B
Y36eKucTtaHe

- WarnsacoBa XXamunsa AKnIoBHA (Y36eKUCTAH)

Pecny6nunkaHckmnim CneumanmsnpoBaHHbii HayuHo-MNpakTnyeckni LeHTp
MeonaTtpuu, 3aBeaytollasa oTaAeneHMeM OETCKON HEBPOMOTUU, K.M.H., YneH
MocToanHo OencTytoLlen dkecnepTHoM Moynnel no CMA npu M3 PY3

12:45-13:00 | - LWamcuannHoBa Mapxa6o AHBApPOBHA (Y36eKUCTAH)

Pecny6nunkaHckmni CneumanmsnpoBaHHbii HaydHo-MpakTuyecknin MeguumH-
ckui LleHTp 3nopoBbst MaTepu 1 PebéHka, oTaAeNneHne MeonKo-reHeTUYeCcKom
KOHCYNbTaLUWW, OETCKUI HEBPOOT, MEANLMHCKNI reHeTUK, PhD-0OKTOpPaHT,
uneH MocTtosHHO demncTBytoLLein dkcnepTHoM Mpynnbl mo CMA npmn M3 PY3

- CasiloMoB Ynyréek HosiToBuY (Y36eKUCTAH)
CamapkaHackui O6nactHow JeTcknii MHoronpodunbHbi MeguumMHCKNM
LleHTp, 3aBeaytoLLNIt OTAeNEeHMEM PeaHNMaLLIMU U UHTEHCUBHOM Tepanumn

MyTb HeMponaTuveckon ¢popmMbl 6onesHu lNwe: B3rNsaa B
npoLunoe, Hactosilee un 6yayllee

13:00-13:15 | - Khalaf Gargary (Mpak, oH/1akiH)
Mpe3npeHT AkageMun PEASE (Paediatricians Across Continent Education
Academy), npodeccop

13:15-14:00 OBEA

MoOAYIJb 9.
PEABUWINTALMAG NMPU HM3
Mopepatopbi: LL.O. HypmaTtoBa, B.C. AnuMoBa, J1.P. AxmageeBa

PeabunurtaumoHHble NporpaMMbl NPU HEMPOMbILLEYHbIX
3a6oneBaHUAX: NPUHLMUMbI U UHHOBAaLUU

14:00-14:15 | * AxmageeBa Jlevina PuHatoBHa (Poccus)
Bawknpckui focyaapcTBeHHbIM MeanLUMHCKMI YHUBepcuTeT, kKadbeapa
HeBponorum, npodeccop, 4.M.H.

OueHKa ABUraTesibHOro U KOrHUTUBHOIO CTaTyca AeTen co
CMA B npouecce peabunuraumm: onbiT Y36eKUcTaHa

14:15-14:30 | * Hypmarosa Llonpa OKTa6peBHA (¥Y36eKnCTaH)
[MaBHbIM Bpay Pecny6rMKaHCKOW AeTCKOM MCUXOHEBPONOMMYECKON 60MbHMLLbI
nMeHu Y.K. KypbaHoBa, OETCKUIM HEBPOOT, K.M.H.

OpTonepu4veckue npo6nemMbl npu CMA. NMpodunakTmka,
MOHWUTOPUHI U peabunuTtaums

14:30-14:45 | - Kanaposa Aapuka XetnnetosHa (Kbiproi3cTaH)
HauMoHasmbHbIN LLeHTP OXpaHbl MaTEPUHCTBA U AETCTBA, OTAENeHMe opToneamnu,
OEeTCKuin opTonep,

MyTb K KAUECTBEHHOM YXMU3HU: BO3MOXXHOCTU Pecny6nukaH-
CKOro LieHTpa coumanbHoM agantaumm geten ansa pea6unm-
14:45-15:00 | Tauuu naumeHTos c CMA u MO

- AimmoBa Bacunsa CaTtrapoBHA (Y36eKNCcTaH)

Oupektop PecnybnukaHckoro LleHTpa CoumanbHom AganTtaunm deten
(PLCAL), BETCKUM HEBPOOT, K.M.H.




CoBpeMeHHble noaxoabl B OpTOHeFIM‘-IeCKOI‘;I Xvupypruv npu
CMA

- YennayeHko Oner bopucosuny (Poccusi, OHIAMNH)

[MaBHbIM Hay4YHbIW COTPYOHMK NabopaTopmmM HayUHbIX OCHOB HelpoopToneamnm
1 opTonenmu, npodeccop Kadpeapbl AETCKOM XMPYPIUK C KYPCOM aHECTE3NO0-
W 1 peaHnMaL M, Bpad TpaBMaTolor-optone HeMpPoopPTONeaAnYeCcKoro
15:00-15:15 otoeneHua c optoneguen Oray “HMULL sgopoBbsa aeten” MuHsgpasa Poccuu,
pyKoBOOUTENb OTAENA TPABMATONOMMM U MEAULUHBI KaTacTpod, Bpad TpaBMaTo-
NOr-opTonef KOHCYNbTaTUBHO-AMArHOCTUYECKOrO OTAETEH WS, CTapLUMI
npenofasaTtenb y4ebHo-MeToamyeckoro otaena NBY3 “HUW HeotnoxkHom
OETCKOM XMPYPru 1 TpasmaTonorumn” [lenaptameHTa 340aBOOXPaHEHUS T.
MockBbI

CoBpeMeHHble MOTOpPHbIE LWKasnbl npu CMA: ponb B guarHo-
CTUKeE, NPOrHO3e U KOHTpOJie NevyeHusa

+ XonmaTtoB Mup3aonnm DO3UMKOH yrniv (Y36eKUcTaH)

15:15-15:30 PecnybnunkaHckun CneumanmsmpoBaHHbli HayuHo-lNpakTnyeckun MegmumH-
ckunin LleHTp 3nopoBbs MaTepu U Peb6éHka, PepraHckuin dunuvan, otaeneHme
«CKPUHWHI MaTepu 1 pebEHKar, 0ETCKMIN HEBPOSON, MEAULIUHCKNI FEHETUK,
depraHcKUii MEANLIMHCKUIA MHCTUTYT OBLLECTBEHHOIO 340P0BbS, PhD-A0KTOpaHT

15:30-15:40 AUCCKYCCUU

15:40-16:00 KO®E-BPEMK

MoAvI/Jib 10.

ANODOEPEHUUANIBHAA OUATHOCTUKA HACJIEACTBEHHbIX HM3
MopepaTtopbi: K.P. l'y6anaynuHa, T.LU. HuwaHos., A.lI0. CMUpHOBa

AnekTtpomuorpaduma B audpdpepeHumarbHOM ANAarHOCTUKe
HM3

16:00-16:15 | . cmupHoBa AHHA FOpbeBHa (Poccus)
HauynoHanbHbIM MeaVLUMHCKUIM UCCNenoBaTeNlbCKni LeHTp ANIMas3oBsa,
Bpay-Henpodmsmonor

CMA n MO: KNnuHU4YeckKne Mackm un auddpepeHumanbHasa
AWarHocTukKa

16:15-16:30 | * MaHueB Bo6yp BaxTuép yrnu (Y36ekncraH)

PecnybnunkaHckui CneumanmsmpoBaHHbln HayuHo-lNpakTnyecku MegmumH-
ckmnin LeHTp MeaunaTpmm, Bpayd-reHeTuK, TalKeHTCKMIM focyaapCcTBEHHbIN
MeounumnHcKn YHneepcuTeT, kadeapa HEBPOMOrMn U MeAULMHCKOM NCUXOMOo-
rvn, PhD-gokTopaHT no HanpaBneHumto «MeanLUMHCKas reHeTnKa»

CoBpeMeHHbIe MoNeKy sipHbie UccrneaoBaHus
MOTOHEMPOHOB

« HuwaHoB Tyrn4ymn6boii LLlaBkaToBud (Y36eKUCTAH)
16:30-16:45 KoHcynbTaHT getckoro poHaga OOH (FOHNCE®D), knnHmka «Cr3 oHa Byriacus»,
MEANLMNHCKUN reHeTUK

KoHeuHOCTO-NnosicHasa MbilueuyHas auctpodusa: peHoTUnnye-
CKafl XapaKTepUCTUKa CeMeMHOoro crilyyas NaumMeHToB U3
Y36eKucTaHa

16:45-17:00 | . y6avinynmHa Kamuna PaBunbeBHa (Y36eKUCTAH)

TalKeHTCKMIM focynapCcTBEHHbIN MeoUUMHCKUM YHUBEPCUTET, kKadenpa
HEBPOMOrMN N MEeOULMHCKOM NCUXONormm, PhD-0oKTOpaHT Mo HampasieHuo
«MeaunumMHCKasa reHeTuKa»




17:00-17:15

MPT MbILIL KaK MHCTPYMEHT AUAarHOCTUKU HacnefCcTBEHHbIX
HeMpOMbILLEeYHbIX 3a601eBaHUN

- kennnoB AcaH PycnaHoBuY (Y36eKUCTaH)
Bpau-paguonor, IMDS knuHmka, MDS KNnMHUKa

17:15-17:30

OnpepeneHue Haub6onee BbIpa)XX€eHHbIX NaTTepHOB MbilLUueYy-
HbIX n.ereHepau.MeD'l Y NauMeHTOB AEeTCKOIro Bo3pacta c
BpO)KﬂéHHbIMVI CTPYKTYPHbIMN MHUONaTUaAMM

+ 3arHyTAMHOBA [n1opoM PycTamM Kusm (Y36eKNcTaH)

PecnybnmnkaHckui CneumanmsnpoBaHHbii HayuHo-MNpakTnyecknm MeamumH-
ckum LleHTp Meaomatpuu, TallKeHTCKMIA roCyJapCTBEHHbIM MEAULIMHCKNN
YHUBepcuTeT, PhD gokTtopaHT

17:30-18:00 AUCKYCCUMW.

BPYYEHUE CEPTUDPUKATOB.
3AKPbITUE KOH®EPEHLINA.
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Ist International Central Asian Congress
on Neuromuscular Diseases

“Step by Step Along the Silk Road”:
Current Management,
Perspectives and Multidisciplinary Cooperatio




Ist INTERNATIONAL CENTRAL ASIAN CONGRESS ON
NEUROMUSCULAR DISEASES

«STEP BY STEP ALONG THE SILK ROAD»:
Current management, perspectives and multidisciplinary
cooperation

PRE-CONGRESS
COURSE FOR PARENTS OF PATIENTS WITH SPINAL MUSCULAR
ATROPHY AND DUCHENNE MUSCULAR DYSTROPHY

Tashkent, Uzbekistan

Date: 22 October 2025
Format: Offline
Location: Center for Social Adaptation of Children
Address: Abdulla Kahhar Street, 34, Tashkent

Speakers:
Savva Nataliya Nikolaevna - Rector, «Savva Academy of Palliative Pediatrics», PhD,
Associate Professor

Myrzaliyeva Bakhytkul Dzhusupzhanovna

Senior Lecturer at the Department of Neurology of the Kazakh-Russian Medical
University, Master of Medical Sciences, Coordinator for Neuromuscular Diseases,
Member of the Expert Commmittee on Pediatric Neurology of the Republican Center for
Orphan Diseases

Organizing societies:

» Ministry of Health of the Republic of Uzbekistan;

» Republican Specialized Scientific and Practical Medical Center for Maternal and Child
Health;

» Public Association «Clinical neurophysiologists and medical geneticists association of
Uzbekistan»;

» Republican Center for Social Adaptation of Children;

» «<SMA Umid» Public Fund;

» «<SMA Oilasi» Patient Organization;

» «Tvori Dobro» Charitable Foundation (Poland).

Participants: neurologists of Republican Specialized Scientific and Practical Medical
Center for Maternal and Child Health, rehabilitation specialists of Republican Center for
Social Adaptation of Children, parents of children with SMA and DMD

Conference languages: Uzbek, Russian



09:00-09:30 REGISTRATION, ACQUAINTANCE

09:30-9:45

Pulse oximetry and Capnometry: methods, individual timing and
indications for NIV and IMV in SMA and DMD.

N.N. Savva

09:45-10:00

Acute respiratory failure: causes, how to recognize and what to do in SMA
and DMD.

N.N. Savva

10:00-10:15

Ambu bag: which, for who and what for in SMA and DMD. Pediatric Ambu
bag use specifics: how to avoid the complications.

N.N. Savwva

10:15-10:30

Ambu bag treatment and first aid using Ambu bag in SMA and DMD.
N.N. Savwva

10:30-10:45

Nutrition status, control and correction of nutritional deficiency in SMA and
DMD. What is dysphagia, criteria for gastrostomy.

N.N. Savwva

10:45-11:00

Osteoporosis and obesity in children with SMA and DMD - causes, how to
detect, what to feed properly? How to prevent?

N.N. Savwwa

11:00-11:30

12:00-12:15

11:30-12:00 BREAK

Medical nutrition therapy in children with SMA and DMD - for who, why, which
compounds to choose?

N.N. Savva

Vaccination of children with SMA and DMD.
N.N. Sawa

12:15-12:30

Cardiac problems in children with SMA and DMD: how to detect, what to do?
N.N. Savva

12:30-12:45

Medical specialists and parents’ role in multidisciplinary team.

Mental Health support for patients with SMA and DMD and for their family
members. How and what to teach to children with SMA and DMD for them to
acquire the profession in future?

N.N. Sawa

12:45-13:00

How to avoid secondary complications of the disease? Postural management
and orthotics role in SMA and DMD. Rehabilitation application features in SMA
and DMD.

N.N. Sawva

13:00-13:15

Scoliosis and contractures. Orthopedic correction in SMA and DMD,
rehabilitation technical methods usage for prevention.

N.N. Savwwa

13:15-13:30

14:30-15:30

16:00-17:00

15:30-16:00 BREAK

The steroid therapy necessity in DMD and possible complications. How to
prevent and who should monitor the child.

N.N. Savwwa

Children with SMA functional assessment methods.
B.D. Myrzaliyeva

Children with DMD functional assessment methods.
B.D. Myrzaliyeva




Ist INTERNATIONAL CENTRAL ASIAN CONGRESS ON
NEUROMUSCULAR DISEASES

«STEP BY STEP ALONG THE SILK ROAD»:
Current management, perspectives and multidisciplinary
cooperation

CONGRESS

Tashkent, Uzbekistan

Date: 23-24 October 2025
Format: Offline
Location: AZIMUT hotels (former International hotel Tashkent).
Address: Amir Temur street, 107A, Tashkent

Organizing societies:

» Ministry of Health of the Republic of Uzbekistan;

» Republican Specialized Scientific and Practical Medical Center for Maternal and Child
Health;

» Health professional qualification development center;

» Public Association «Clinical neurophysiologists and medical geneticists association of
Uzbekistany;

» Public Association «Pediatric neurologists association of Uzbekistany;

» «Intensive Medical Education» LLC;

» Franchiese: Institute Myology (the Pitié-Salpétriére Hospital, Paris, France);

» Public Association «Pediatric neurologists, neurophysiologists, phychiatrists and
therapists association of Kazakhstany;

» Public Fund «<SMA Umid», Uzbekistan

Congress participants: neurologists, geneticists, rehabilitation specialists, orthopedists,
anesthesiologists, critical care specialists, pediatricians

Conference languages: Uzbek, Russian, English



23 OCTOBER 2025
07.30-08:20 PARTICIPANTS REGISTRATION
GRAND OPENING

Moderators: A.A. Khudoyaroy, E.l. Basitkhanova, Kh.A. Akilov, Sh.Sh.
Shamansuroy, P.R. Alimkhojaeva, M.K. Sharipova, Sh. Kudratkhoja

08:20-08:30| video broadcast

Development of the assistance system for children with
neuromuscular diseases in Uzbekistan

- Asilbek Anvarovich Khudoyarov (Uzbekistan)
08:30-08:40| \inister of Health of the Republic of Uzbekistan

- Elmira Irkinovna Basitkhanova(Uzbekistan)
Deputy Minister of Health of the Republic of Uzbekistan

Medical genetics history in Uzbekistan

08:40-08:50| - Parokhat Rustamovna Alimkhodjayeva (Uzbekistan)
Professor, founder of the Master's program in 'Medical Genetics' at Tashkent
Medical Academy

Continuing medical education as basis of orphan
diseases specialists training

- Akilov Khabibulla Ataullayevich (Uzbekistan)
Director of the Center for the Development of Professional Qualifications of
Medical Workers, Professor, D.Sc

08:50-08:55

Centers «Maternal and child screening»: past, present and
future

08:55-09:00| * Madina Karimovna Sharipova (Uzbekistan)
Chief Specialist in Medical Genetics of the Ministry of Health, Associate Professor,
Faculty of Pediatrics, Tashkent Medical University, D.Sc

Clinical neurophysiologists and medical geneticists
association: our common goals and hopes

- Nodira Miratalievna Tuychibayeva (Uzbekistan)

09:00-09:05| Chairperson of the Association of Clinical Neurophysiologists and Medical
Geneticists of Uzbekistan, Director of Master's program in 'Medical Genetics' at
Tashkent Medical University, Associate Professor, Department of Neurology and
Medical Psychology, D.Sc.

Public patient organization role in care for children with
SMA

- Sherzodkhon Kudratkhodja (Uzbekistan)

09:05-09:10 Chairman of the Board of Trustees of the 'SMA Umid' Foundation, Rector of the
University of Journalism and Mass Communications, Chairman of the National
Media Association of Uzbekistan, Doctor of Political Sciences

Word to the patient: «My diagnosis is SMA»

- Mirkomil Mirzakhidov (Uzbekistan)
SMA patient, Student of Akfa Medline University

- Anarbaeva Kanykey (Kyrgyzstan)
SMA patient, 10th grade student

09:20-09:25 BREAK

09:10-09:20




MODULE 1.
MODERN APPROACHES TO THE DIAGNOSTICS AND PREVENTION
OF HEREDITARY NEUROMUSCULAR DISEASES
PART 1

Moderators: Sh.Sh. Shamansurov, A. Urtizberea, N.M. Tuychibaeva

Hereditary neuromuscular diseases: the path from
phenotype to genotype

09:25-09:55 | * Dr. Andoni Urtizberea (France)

Institute of Myology, Head of AcadeMYO Summer School of Myology, Founder
and Chair of Myologie Sans Frontieres, Coordinator of SMA Patient Registry,
Professor

Strategy for providing care for children with hereditary
neuromuscular diseases in Uzbekistan

+ Shaanvar Shamuradovich Shamansurov (Uzbekistan)

09:55-10:15 | Chief Specialist in Pediatric Neurology of the Ministry of Health, Chair of the
Association of Pediatric Neurologists of Uzbekistan, Head of the Department of
Pediatric Neurology named after Prof. Shamansurov, Center for Professional
Development of Medical Workers, Professor, D.Sc.

Current aspects of pathogenetic therapy and screening of
SMA

10:15-10:35 | . Marianna Aleksandrovna Maretina (Russia)
Laboratory of Molecular Genetics and Gene Therapy, V.S. Baranov Institute of
Genomic Medicine, D.O. Ott Research Institute, junior researcher

Molecular-genetic diagnostics of hereditary neuromuscular
diseases: experience of Kazakhstan

- Mirgul Fayzulliyevna Bayanova (Kazakhstan)
Head of Clinical-Genetic Diagnostics Department, UMC Laboratory Medicine,
Pathology and Genetics, PhD

10:35-10:55

Screening of neuromuscular diseases: prenuptial stage to a
newborn (experience of Turkey)

- Feride iffet Sahin (Turkey)
Smartgen Genetic Diseases Evaluation Center, Prof.,, MD

10:55-11:15

Spinal muscular atrophy: modern approaches and features
of molecular diagnostics

N:15-11:35 + Mikhail Andreevich Fedyakov (Uzbekistan)
Head of Clinical Genetics Department, Medical Geneticist, Laboratory Geneticist,
Genscreen

11:35-11:55 COFFEE-BREAK




MODULE 2.
TARGETED THERAPY ADVANCED METHODS AND MULTIDISCIPLINARY
APPROACH TO SMA PATIENTS TREATMENT
Moderators: M.K. Sharipova, M.A. Shamsiddinova, A.K. Dzhaksybayeva

Advanced Disease Modifying Therapy of SMA: necessity
and validity

11:55-12:15 - Altynshash Khairullayevna Zhaksybayeva (Kazakhstan)

President of the Society of Child Neurologists, Neurophysiologists, Psychiatrists

and Psychotherapists, Board Member of the European Pediatric Neurology
Society, 2022-2026 Education Committee, Professor, D.Sc.

Multidisciplinary team in SMA patient management:
coordination, communication, efficiency

- Natalya Nikolaevna Savva (Poland)
Rector, 'Savwwa Academy of Palliative Pediatrics', PhD, Associate Professor

11:15-12:35

Innovative pharmacotherapy of patients with SMA: funding
ways implemention of patients with orphan diseases

- Yernas Tleutayevich Tuleutayev (Kazakhstan, online)
Head of the Republican Center for Orphan Diseases, UMC, D.Sc. With the support of
Novartis company

12:35-12:55

Floppy baby syndrome diagnostic approaches on
outpatient level

12:55-13:15 | . Asel Shirdakbekovna Kadyrova (Kyrgyzstan)
Chief Pediatric Neurology Specialist of the Ministry of Health of Kyrgyzstan,
Pediatric Neurologist, PhD

MODULE 3.

SMA TREATMENT INTERNATIONAL EXPERIENCE «STEP BY STEP»:
Moderators: Sh.Sh. Shamansurov, A. Mamedbeyli, L.A.Tekebayeva

SMA disease systematic approach - register creation,
diagnostics improvement and treatment availability:
experience of Uzbekistan

« Markhabo Anvarovna Shamsiddinova (Uzbekistan)

Republican Specialized Scientific-Practical Medical Center for Maternal and Child

Health, Department of Medical-Genetic Counseling, Neurogenetic Physician,
PhD student

14:00-14:20

SMA disease systematic approach - register creation,
diagnostics improvement and treatment availability:
experience of Azerbaijan

- Ayten Mamatbeyli (Azerbaijan)

Professor, PhD, DSc, Head of Pediatric Neurology Department, Azerbaijan Medical

University, Chief Expert in Pediatric Neurology, Ministry of Health of Azerbaijan,
President of Azerbaijan Pediatric Neurologists Association, PhD, DSc

14:20-14:40

- Gadjieva llaha (Azerbaijan)
PhD, Assistant, Pediatric Neurology Department, Azerbaijan Medical University




SMA disease systematic approach - register creation,
diagnostics improvement and treatment availability:
14:40-15:00 | experience of Kyrgyzstan.

« Nurmuhammad Jamalovich Babadzhanov (Kyrgyzstan)
National Center for Maternal and Child Health, Pediatric Neurologist, PhD

SMA disease systematic approach - register creation,
diagnostics improvement and treatment availability:
experience of Kazakhstan.

- Latina Ayzhanovna Tekebayeva (Kazakhstan)
Chief Freelance Pediatric Neurologist of Kazakhstan, Head of Pediatric
Neurology Program, UMC, PhD

15:00-15:20

15:20-15:50 | Discussion, regional SMA consensus sighing

15:50-16:10 COFFEE BREAK

MODULE 4.
PUBLIC PATIENT ORGANIZATIONS'’ ROLE IN PROMOTING PATIENTS’
RIGHTS TO ADVANCED DIAGNOSTIC AND TREATMENT TECHNOLOGIES ACCESS

Moderators: M. Askarkhuzhayeva, S.R. Narbynbayeva, D.V. Belyakov

«SMA UMID» social fund working in Uzbekistan

+ Mavlyuda Askarhodjayeva (Uzbekistan)

16:10-16:25 Executive Director of the «<SMA Umid» Charitable Foundation

«SMA Families» social fund working in Russia

- Olga Yuryevna Germanenko (Russia, online)
16:25-16:40 | president of SMA Families Russia, Vice-President of SMA Europe, mother of a
child with SMA

«Omirge Sen» social fund working in Kazakhstan

- Sabilya Tursunovna Shugelova (Kazakhstan)
16:40-16:55 | president of «<Omirge Sen» Foundation for Children with Neuromuscular
Diseases, aunt of a child with DMD

«Niet Karakol» social fund working in Kyrgyzstan

16:55-17:10 - Saltanat Rysbekovna Narbinbayeva (Kyrgyzstan)
- : Chairperson of «Niet Karakol» Public Foundation, mother of a girl with SMA

Orphan but not invisible: patient movement role in
supporting patients with rare neuromuscular diseases

- Denis Vladimirovich Belyakov (Russia)
Director of the Union of Patients with Rare Diseases

15:25-17:30 BREAK

17:10-17:25




MODULE 5.
RESPIRATORY SUPPORT AND COMPLICATIONS PREVENTION
IN NEUROMUSCULAR DISEASES
Moderators: N.N. Savva, I.R. Ahmedov, A.T. Matkeeva

Respiratory complications in neuromuscular diseases:
pathophysiology and clinical features

- Natalya Nikolayevna Savva (Poland)
Rector «Savva Academy of Palliative Pediatrics», PhD, Associate Professor

17:30-17:50

Acute conditions management in patients with
neuromuscular diseases (acute respiratory failure due to
aspiration and infection processes), anesthesiological
assistance peculiarities during surgery in patients with
neuromuscular diseases and DMD

17:50-18:10 - Vasily Sergeevich Nikiforov (Russia, online)
Morozov Children’s Clinical Hospital, Children’s Infectious Clinical Hospital No. 6,
Children’s Hospice, Anesthesiologist, Intensive care physician

Vaccination in patients with neuromuscular diseases:
international recommendations and clinical practice

- Aigul Tunguchbekovna Matkeyeva (Kyrgyzstan)
Head of Neurology Department, National Center for Maternal and Child Health,
18:10-18:30 | Assistant Professor, Faculty of Pediatrics, Kyrgyz State Medical Academy, PhD

+ Zhyldyz Suyunbekovna Askarbekova (Kyrgyzstan)
National Center for Maternal and Child Health, Pediatric Neurologist

18:30-18:40 | Closing of the first day of Congress

18.40-19.00 TRANSFER FOR DINNER

19.00-21.00 DINNER




24 OCTOBER 2025

MODULE 6.
MODULE 6. MODERN APPROACHES TO THE DIAGNOSTICS AND PREVENTION

OF HEREDITARY NEUROMUSCULAR DISEASES
PART 2

Moderators: Boboyev, F.K. Kutlymuratova, A.V. Ge

Expanded carrier screening for hereditary diseases at the
population level

- Donal Melanaphy

08:30-08:50 Business Development Manager, EMEA — Microarray. Thermo Fisher Scientific

- Lynda Kassama Demir
Senior Sales Business Development Manager - Africa, Middle East, Turkey, CIS.
Human Predictive Genomics. Thermo Fisher Scientific

SMA, diagnostic issues
08:50-09:10 | . Gjyq Melikishvili (Georgia)
Pediatric Neurologist

Carrier screening for SMA in antenuptial stage experience in
Uzbekistan: achievements and prospects
- Kodirjon Tukhtabayevich Boboyev (Uzbekistan)

Republican Specialized Scientific-Practical Medical Center of Hematology, Head
of Molecular Medicine and Cellular Technology Department, D.Sc., Professor

09:10-09:25

SMA and DMD prenatal diagnostic experience in Uzbekistan

- Feruza Kalbayevna Kutlymuratova (Uzbekistan)

Republican Specialized Scientific-Practical Medical Center for Maternal and
Child Health, Head of '‘Maternal and Child Screening' Department, Medical
Geneticist

09:25-09:40 | - Markhabo Anvarovna Shamsiddinova (Uzbekistan)

Republican Specialized Scientific-Practical Medical Center for Maternal and
Child Health, Department of Medical-Genetic Counseling, Neurogenetic
Physician, PhD student

+ Ilkhom Rahimjanovich Akhmedov (Uzbekistan)

Republican Specialized Scientific-Practical Medical Center for Maternal and
Child Health, Medical-Genetic Counseling Department, Pediatric Neurologist,
PhD student

Neuromuscular diseases genetic testing applying
09:40-09:55| experience: from diagnostic to prevention

- Anastasia Vladislavovna Ge (Kazakhstan)
Head of Department, Medical Geneticist, «Center for Molecular Medicine» LLP

09:55-10:00 BREAK




MODULE 7.
ADVANCED DIAGNOSTICS AND TARGETED
THERAPY METHODS IN PATIENTS WITH DMD

Moderators: U.T. Omonova, D.N. Ayaganov, N.D. Babajanov

Duchenne Muscular Dystrophy: review of modern
diagnostic and pathogenetic treatment approaches
10:00-10:30 | . pr. Edoardo Malfatti (France)

Chairperson of the EURO-NMD Neuromuscular Pathology Specialised Group,
Paris-Est Créteil University, MD, PhD, Professor

DMD gene mutations spectrum in patients with DMD in
Uzbekistan
10:30-10:45 | ° Umida Tulkinnovna Omonova (Uzbekistan)

Associate Professor, Department of Neurology, Pediatric Neurology and Medical
Genetics, Tashkent State Medical University, D.Sc.

Steroid therapy protocol in patients with DMD

10:45-11:00 | - Medina Tagiyeva (Azerbaijan)
PhD, Assistant, Pediatric Neurology Department, Azerbaijan Medical University

Duchenne Muscular Dystrophy therapy strategy: experience
of Kazakhstan

- Myrzaliyeva Bakhytkul Dzhusupzhanovna (Kazakhstan)

1:00-11:15 Senior Lecturer at the Department of Neurology of the Kazakh-Russian Medical
University, Master of Medical Sciences, Coordinator for Neuromuscular Diseases,
Member of the Expert Committee on Pediatric Neurology of the Republican
Center for Orphan Diseases

Patients with DMD management experience in Uzbekistan

11:15-11:30 - Ilkhom Rahimjanovich Akhmedov (Uzbekistan)
Republican Specialized Scientific-Practical Medical Center for Maternal and
Child Health, Medical-Genetic Counseling Department, Pediatric Neurologist,

PhD student
11.30-11.50 COFFEE BREAK

MODULE 8.
HEREDITARY NEUROMUSCULAR DISEASES DIAGNOSTICS
AND TREATMENT EXPERIENCE
Moderators: Zh.A. Shagiyasova, B.D. Myrzaliyeva, M.F. Kholmatov
Gene therapy of SMA and DMD: benefits and risks

- Dr. Andoni Urtizberea (France)

11:50-12:15 Institute of Myology, Head of AcadeMYO Summer School of Myology, Founder
and Chair of Myologie Sans Frontiéres, Coordinator of SMA Patient Registry
Steering Committee in France, Professor

Nusinersen in SMA treatment: introduction of generic drug
into the russian neurologists practice

12:15-12:30 - Evgeniya Vladimirovna Uvakina (Russia, online)
Deputy Director for Research, Head of the Department of Psychoneurology and
Neurorehabilitation, NMRC for Children’s Health, Ministry of Health of Russia




Experience of using Nusinersen in the treatment of children
with SMA in Uzbekistan

- Marat Fatikhovich Sadykov
Executive Director of the Public Foundation for Child Support

12:30-12:45

First experience of metabolic myopathy treatment in
Uzbekistan

- Jamilya Akilovna Shagiyasova (Uzbekistan)
Head of Pediatric Neurology Department, Republican Specialized
Scientific-Practical Center of Pediatrics, PhD in Medicine

- Markhabo Anvarovna Shamsiddinova (Uzbekistan)

12:45-13:00 | Republican Specialized Scientific-Practical Medical Center for Maternal and
Child Health, Department of Medical-Genetic Counseling, Neurogenetic
Physician, PhD student

- Ulugbek Inoyatovich Salomov (Uzbekistan)
Samarkand Regional Children's Multidisciplinary Medical Center, Head of the
Department of Resuscitation and Intensive Care

Journey of Neuropathic Gaucher: a Glimpse into Past,
Present and Future

- Khalaf Gargary (Iraq, online)
President of the Academy PEASE (Paediatricians Across Continent Education
Academy), Professor

13:15-14:00 LUNCH

MODULE 9.
REHABILITATION FOR NEUROMUSCULAR DISEASES

13:00-13:15

Moderators: Sh.O. Nurmatova, V.S. Alimova, L.R. Akhmadeeva

Rehabilitation programs for neuromuscular diseases:
principles and innovations

14:00-14:15 | - Leila Rinatovna Akhmadeeva (Russia)
Professor, Department of Neurology, Bashkir State Medical University, D.Sc.

Motor and cognitive status of children with SMA during the
rehabilitation: experience of Uzbekistan

14:15-14:30 | - Shoira Oktyabrevna Nurmatova (Uzbekistan)
Chief Physician, Republican Children's Psychoneurological Hospital named after
U.K. Kurbanov, PhD in Medicine

Orthopedic problems in patients with SMA. Prevention,
14:30-14:45 | monitoring and rehabilitation

- Darika Zhetilyetovna Kaparova (Kyrgyzstan)
Pediatric Orthopedist, Orthopedics Department, NCMCH

The path to the high quality life: social adaptation of
children republic center opportunities for rehabilitation of
14:45-15:00 | patients with SMA and DMD

+ Vasilya Sattarovna Alimova (Uzbekistan)
Director of the Republican Center for Social Adaptation of Children, PhD in
Medicine




Orthopedic surgery advanced approaches in SMA

+ Oleg Borisovich Chelpachenko (Russia, online)

Chief Researcher of the Laboratory of Scientific Foundations of
Neuroorthopedics and Orthopedics, Professor of the Department of Pediatric
Surgery with a Course in Anesthesiology and Resuscitation,
Traumatologist-orthopedist of the Neuroorthopedic Department with
15:00-15:15 Orthopedics of the Federal State Autonomous Institution "National Medical
Research Center for Children's Health" of the Ministry of Health of the Russian
Federation, Head of the Department of Traumatology and Disaster Medicine,
traumatologist-orthopedist of the consultative and diagnostic department,
senior lecturer of the educational and methodological department of the State
Budgetary Healthcare Institution “Research Institute of Emergency Pediatric
Surgery and Traumatology” of the Moscow Department of Healthcare

Current motor scales in SMA: diagnostic, forecast and
treatment control role

15:15-15:30 + Mirzaolim Foziljon ugli Kholmatov (Uzbekistan)

Republican Specialized Scientific-Practical Medical Center for Maternal and
Child Health, Fergana branch, 'Maternal and Child Screening' Department,
Neurogenetic Physician, PhD student, Fergana Medical Institute of Public
Health

15:30-15:40 DISCUSSION

15:40-16:00 COFFEE BREAK

MODULE 10.

HEREDITARY NEUROMUSCULAR DISEASES DIFFERENTIAL DIAGNOSTICS
Moderators: K.R. Gubaydulina, T.Sh. Nishanov, A.U. Smirnova

Electromyography in neuromuscular diseases differential
diagnosis

- Anna Yuryevna Smirnova (Russia)
Neurophysiologist, Almazov National Medical Research Center

16:00-16:15

SMA and Duchenne Muscular Dystrophy: clinical masks and
differential diagnosis

- Bobur Bakhtiyor ugli Ganiyev (Uzbekistan)

Republican Specialized Scientific-Practical Center of Pediatrics, Medical

Geneticist, PhD student in 'Medical Genetics', Department of Neurology and
Medical Psychology, Tashkent State Medical University

16:15-16:30

Advanced molecular study of motor neurons

+ Tuychiboy Shavkatovich Nishanov (Uzbekistan)

16:30-16:45 UNICEF Consultant, 'Siz Ona Bulasiz' Clinic, Medical Geneticist

Limb-girdle muscular dystrophy: phenotype features of
family case of disease in Uzbekistan

16:45-17:00 | - Kamila Ravilevna Gubaydullina (Uzbekistan)
PhD student in 'Medical Genetics', Department of Neurology and Medical
Psychology, Tashkent State Medical University




17:00-17:15

Muscle MRI as hereditary neuromuscular diseases
diagnostic instrument

« Asan Ruslanovich Dzhelilov (Uzbekistan)
Radiologist, IMDS Clinic, MDS Clinic

17:15-17:30

Muscular degeneration most common patterns detection in
pediatric patients with congental structure myopathies

« Dilorom Rustam qizi Zaynutdinova (Uzbekistan)
PhD candidate, Tashkent State Medical University, Republican Specialized
Scientific-Practical Center of Pediatrics

17:30-18:00 DISCUSSION.

CERTIFICATES PRESENTATION.
CONFERENCE CLOSING.
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