lll KoHpepeHUMA NO BONPOCAaM NOMOLLM NaLMEHTAM CO CMUHANIbHO MblleYHOoi aTtpodueit

«KoHdpepeHuua CMA»

BnarotBoputenbHbiit poHA «Cembu CMA»

14 - 15 ceHTA6pAa 2018

UeHTp Bnarocdepa, r. Mocksa, 1- BOTKMHCKKiA np-4, 7cl

lNpepBaputenbHaa nporpamma

14 ceHTA6pa 2018

3an NanakTuka

9:30 - 10:00

OTKpbITUE KOHdepeHuuu. BctynutenbHoe cnoBo opraHusatopa. K usmeHeHuam B cucteme
nomouin naumeHtam co CMA - BaXKHO natm emecre.
O.10. l'epmaHeHKo

O6HOBNEHHbIE peKOMEeHAALUN U OpraHU3aLmua NomoLym naymeHTam co CMA

10:00 - 11:30

O6HOBNEHHbIe MeXAYHapoaHble CTaHAAPTbI NOMOLLM NauneHTam co CMA u ux sHaueHue.
3. TuyuyuaHo

11:30-11:50

OpraHusauma nomoum naumeHTam co CMA B Poccum cerogHsa
/1.B. Bnodasey

11:50 - 12:15

MynbTUAUCLUNAMHAPHDIN NOAX0A4 U KOOPAUHALMA NPU OKa3aHUM NOMOLLM NaLMeHTam co
CMA
3. TuyuyuaHo

12:15-12:30

Bonpocbl u oTBeTbl
3.TuyyuaHo, A.B. Bnodasey

MNEPEPbLIB

[AunarHocTuka n reHeTUKa

13:15 - 14:05

OuarHocTnueckue aaroputmbl U reHeTUHEeCKMe 0Co6eHHOCTM NauneHToB U Hocutenen CMA.
HoBble ¢peHOTUNbI 3a601€BaHUA U BbI3OBbI CErOAHALLIHErO AHA
3. TuyyuaHo

14:05 - 14:20

PacnpocTpaHeHHOCTb CNUHAJIbHOMW MbllLeYHO aTpoduu B Poccuu cerogHa
B. 3a6HeHKo8a

14:20 - 14:30

Bonpocbl u oTBETDI
3.TuyyuaHo, B.3abHeHKo8a

dusnyeckan Tepanua u peaGMﬂMTaU,Mﬂ

14:30 - 16:15

dusnueckas repanua u peabunautaumna npu CMA. YTo HY}KHO 3HaTb, 4TOObI NOMOYb
nauumeHTy?
M. MsiiH

16:15 - 16:30

Bonpocbl u oTBETDI
M. MsiiH

Kode-6peik

PecnupaTtopHblii MeHeaKMeHT

17:00 - 18:30

PecnupatopHblit meHexXameHT npu CMA. lnarHocTuKa U KOHTPO/Ab CMMNTOMOB. O4YMCTKa
AbIXaTeNbHbIX NyTel. [bixaTe/ibHble HApyLUeHUA U BeHTUNALMOHHAA NoaaeprKKa.
Mpodunaktnka n KoppeKkuma

B.A.lLImabHuykuli

18:30 - 19:00

boneem poma. Kak cnpaBuTtca ¢ OCTPbIMU CUTYALUAMMU HA AO0MY
Jlekmop ymo4yHAaemca

19:00 - 19:45

OpraHu3auma HEOTNOXHOW NOMOLLM B YC/IOBUAX CTaLlMOHapa. YTo Heobxoaumo 3HaTb
Bpayam-crneumanmucTam, KypupyloLiMm NaLnueHTa U ero poauTensm
B.A.llImabHuykuli

19:45 - 19:55

Bonpocbl 1 oTBeTbI
B.A.llImabHuykuli

19:55 -20:00

3akpbiTMe NepBoro AHA KOHdEpPeHLMM U NnoaBeaeHUe UTOros
O.10. l'epmaHeHKo




[ononHuTtenbHaa nporpamma

Xonn pagom c 3anom lNanakTuka

11:00 - 15:00

KoHcynbTauum Bpaya-reHeTUKa
Hamasnea Bempoesa

15 ceHTA6pAa 2018

dKcnepTHaA ceccusa - Hosble Tepanun, 3an MeguaueHTp

9:00 - 11:00

HoBgeiiwue pa3paboTku B Tepanum CMA. dKcnepTHaa ceccua
(K yuactuio B ceccum npurnawatorca TO/IbKO meauumnHcKue cneumnanucrbi)

byaeT npepacrasneHbl A0KNaAbl O MHHOBAUMOHHbIX Tepanuax ana neyeHna CMA un
npenaparax, NPoXoAALMX KIMHUYECKUe uccnesoBaHus.
bonee nogpobHasa nporpamma ceccum yTouHAeTcA

3an NanakTukKa

dusunueckan Tepanua

9:30 - 10:15

MocTypanbHbIN MeHeAXXMEHT U NoA60p TeXHUUECKUX cpeacTB ana nauueHtos co CMA
Jlekmop ymoyHaemca

10:15 - 10:50

Kak pobutbca ysennueHna obbema asuxKeHu y naymeHtos co CMA? ”
M. M3iiH

10:50 - 11:00

Bonpocbl 1 oTBeTbI
M. MsiiH

KO®E-EPEUK

OpToneguuyeckoe CONpoBOXAEeHUE

11:30-12:10

OpToneguueckoe conpoBoXxaeHue naymeHTos co CMA. OT npodMNaKTUKK K KOPpeKLUn
C.0.Psbbix

12:10-12:20

Bonpocbl 1 oTBeTbI
C.0.Pabebix

Avetonorua

12:20-13:30

OCHOBHbIe MPUHLUMNbI AUAaTONOrMYECKOro CONpoBoXaeHMA naumneHTos co CMA.
JOmarHocTMKa HapyLlueHUid U NoAXoAbI K UX KoppeKuum
A.lO0.Bawypa

13:30-13:45

Koraa v 3auem f,0n1KHbl YCTaHAB/IMBATbCA HAa30racTPa/ibHbIA 30HA U racTPocToMa Npu
HapylleHUAX NUTaHuA y nauuneHTos co CMA
P.Ll. Muxatinos

13:45 - 14:25

FacTpoaHTeponoruyeckasa naronorua y naumeHtos co CMA. OcCHOBHble HapyLeHUA U UX
KoppeKuusa
O.H. Komaposa

14:25 - 14:50

3p0poBbe KocTei. luarHoCTUKa U NpodpunakTmKka
Jlekmop ymo4yHAaemca

14:50 - 15:00

Bonpocbl 1 oTBeTbl
A.H0.Bawypa, P. Muxalinos, O. Komaposa

NEPEPbLIB

JleyeHue CMA. [locTynHaa nekapcrBeHHasa Tepanua. HoBble Tepanuu U KAMHUYECKUue
nccnenoBaHmA

15:45 - 16:05

BakuuHauua npu CMA
3. TuyyuaHo

16:05 — 16:35

MepukameHTo3HOe neyeHune u bAbI npu neyeHnn CMA
C.6. Apmembesa

16:35 - 16:55

MepguKameHTO3HOe ledeHue: eBponencKkuii onbit




3. TuyyuaHo

16:55-17:10

Bonpocbl u oTBeTbl
3. TuyyuaHo, C.b. Apmemebesa

17:10-17:20

OTKpbIBaA ropusoHTbl. HoBble BO3MmOXKHOCTU Ana Tepanun CMA
O.10. l'epmaHeHKo

17:20-17:30

OTKpbiBasA ropu3oHTbl. ITUKA NPUHATUA peLueHus
O.10. l'epmaHeHKO

17:30 - 18:00

HapexAabl U peanbHOCTb: B3rAA4 NaLMeHTCKOro coobecrsa
lpynna nayueHmos

18:00 — 20:00

MHHOBaLMOHHbIE TepanMu: NPOrpaMmmbl KIMHUYECKUX UCCNeA0BaHMI U NpenapaTbl 4NA
neyeHua CMA
CopeprKaHue 6/10Ka Ha AaHHbIi MOMEHT pa3pabaTtbiBaeTca

[JononHuTenbHaa nporpamma

Xonn pagom c 3anom FanakTmka

11:00 - 15:00

KoHcynbTauum Bpava-reHeTUKa
Hamanea Bemposa




NEKTOPbLI

Apmembesa CeemnaHa bpoHucnasoeHa K.M.H., 3aBeaylowana Hesposnornueckmm otaeneHnem HayyHo-uccnenoBaTenbCKoro
KJIMHUYECKOrO MHCTUTYTa neguaTpum nmeHu akagemuka HO.E. Benbtnwesa ®re0Y BO PHUMY um. H.U. MNMuporosa MunH3sgpasa
Poccun

Bawypa AHOpeili KOpbesuy, K.M.H., Bpay-AMETONOr, 3aB. OTAE/OM HAy4YHbIX OCHOB MWTAHUA U HYTPUTMBHO-meTabosMyecKomn
Tepanuu JIPHL, «Pycckoe none» HMUWLL ATOUN nm. Amutpums Porayuesa MuH3gpasa Poccum

Bempoea Hamanesa BaadumuposHa, K.M.H., Beaywmin Bpay-reHeTuk OO0 "LeHTpa FeHeTMKM n PenpoaykTvBHON MeanumHbl
n n
[eHeTUKO

Bnoodasey Amumpuii Baadumuposuy, N.o. Pykosoautens [etckoro HepsHo-mbiweyHoro LieHTpa, CTapwnil HayyHblit COTPYAHUK
oTaena ncuxoHesposnormn u anunentonormn, OCM "HUKU Megmatpum um. Akapg. HO.E. BenbTuwesa", poueHT Kadeppbl
Hesponoruun, Helpoxmpyprum U MeAWUMHCKOM TreHeTUKM neaunaTpuyeckoro dakynbteta [BOY BMO «PHUMY umeHn
H.U.Muporosa» MuH3apasa Poccumn

FepmaHeHKo Onbea KOpbesHa, pykosoanTeib AccoLmaLMm NAaLUMEHTOB CO CNUHAMbHON MbILLEYHOM aTpodUuen, AUPEKTOP
6narotsoputensHoro ¢poHaa «Cembu CMA»

Komapoea OkcaHa HuKonaegHad, K.M.H., CTaplUMiA HAYy4YHbIN COTPYAHMK oTaena ractposHTeponorun OCMN "HUKU Megunatpumn nim.
Akap. t0.E. BenbTuwesa"; Bpay ractposHTeponor, AMeTosnor

JleeoHmuH AnekcaHdpa CepzeeeHd, aHecme3uos102-pPEaHUMATONON, Bpay Bble3gHoM cayKbbl BMYY «[eTckuii xocnuc «[om ¢
MaAKOM»

Muxaiinoe Pycmam LLlupmazamemosuy, Bpad, CNeLmManmncTt no 340p0Bblo NULLEBAPUTENbHON CUCTEMbI, MEHEAXKEP NO Pa3BUTUIO
6usHeca B Poccum u ctpaHax CHI, komnaHua HalyardHealth

MspuoH MbaiiH (BenukobputaHua, Marion Main), ctapwnini ¢pusmdeckuii tepanest, Dubowitz Neuromuscular Centre (DNC),
NoHaoH, BennkobputaHums

PAabbix Cepzeli One2o08u4 A.M.H., PyKoBOAMTENb KAMHUKM NaTONOTMM NO3BOHOYHMKA U peakux 3abonesaHnn PreY «Poccuinckui
HayyHbI LeHTp «BocCCcTaHOBUTENbHAA TpaBmaTonorna u optoneamsa» um. [A.Unusaposa, [Aupektop no ob6pasoBaHuio B
HanpasaeHun «optoneana» AOSpineRF, r.KypraH

Tuyyuaro 3dyapdo (EduardoTizzano, MDPhD, Paediatrician & MedicalGeneticist, Director of the Department of Clinical
and Molecular Genetics and Unit of Rare Diseases, Hospital Universitari Vall d’'Hebron, Barcelona, Spain) — neguatp,
Bpay-reHeTuK, pykosoantenb OTAENEHUA KIMHUYECKON U MOEKYIAPHOWM FEHETUKM U TPynnbl peaKkux 3abonesaHuit
YHuBepcuTeTcKoro rocnutansa Banb ae bpoH (BapcenoHa).

UIma6HuykKuii Bacunuii AHOpeesuY, K.M.H, BPay-Ny/JibMOHOIOT Bble3gHON cnykbbl BMYY «[eTckuit xocnuc «Jom ¢ Maskom»»,
aKcnepT ¢oHaa nomouwm 6onbHbIM ¢ BAC «¥uBM ceityacy», Hay4dHbI coTpyaHuUK OIBY «Hay4Ho-UccneaoBaTeNbCKUI UHCTUTYT
nynbmoHonorum» PMBEA Poccum



