o bsaroTBopuTeibHbIN GOH/I TOMOIIU 60JIbHBIM CIMHAJBHON MbILIEYHOU aTpoduen
t; m Y IpyTMMHU HEPBHO-MbIIIEYHBIMU 32600/1eBaHUSIMHU «CeMbu CMA»

Test: + 7 495 544-49-89, + 7 903 163-53-82 e-mail: info@f-sma.ru

Hcx. Ne 46 «02» centsaops 2022 r.

PykoBoauTesisiM opraHoB UCNOJHUTEIbHON BJIACTH
cyonexToB Poccuiickoii @enepannu B cepe
0XpaHbI 310POBbS

I'1aBHBIM BHEIITATHBIM CHIENMAJNCTAM MO
NPo(UITI0 HEBPOJIOTHUSL, IETCKAsI HEBPOJIOTHS,
MeIMUMHCKAS TeHeTUKA, NAJIJIHATUBHAS NIOMOIb,
peadmimTanus cyobexkroB Poccuiickoii @eaepanun

Hugpopmayuonnoe nucomo

bnarorBopuTenbHblii GOHA MOMOLIM OOJIBHBIM CIUHAJIBHOW MBIIIEYHOM aTtpoduell U Apyrumu
HEpBHO-MbIIIeUHbIMU 3a0oseBanusMu «Cembu CMA» mpoBoautr VIl koHdepeHuuo mo Bompocam
NMOMOIIM NALMEHTaM O cHuHAAbHOW MblmeyHoil arpopuu (CMA) «Kondepenuus CMA»
(anexTpoHHBIH pecypc https://f-sma.ru/news/viiconference/ , https://sma-conference.ru ). Koudepenius
coctoutcs 30 ceHTs10ps - 1 oxkTa0ps 2022 r. B oHNaitH-popmare.

MexIUCUUIUIMHAPHBIA MOJAX0J — KII0Y K TOMY, YTOOBI JIIOJM, YXKUBYIIUE CO CHHHAJIbHOMN
MBIILIEYHON aTpoduel mosyyan HeoOXOIUMYIO0 U KBATM(PUIIMPOBAHHYIO OMOLIb U NMojaepkKy. Korga-
TO HEU3JIEYMMOE 3a00JIEBaHUE CETOIHSI UMEET TPHU IpernapaTa JUlsl IaTOr€HEeTHYECKOro JIeUeHUs, a 3HaYuT,
BO3MO>XHOCTh U3MEHUTH NPOSIBICHUS 3a00JIEBaHUSI U TPACKTOPUIO pa3BUTUs 00se3HU. OJTHAKO, IOMUMO
CBOEBPEMEHHOW OpraHM3alluM JICUEHUs, JeTSIM U B3pOCJbIM ¢ AuarHo3oM CMA BakHO, YTOOBI PSAIOM C
HUM HaXOJWJICS HaJleXKHbIM napTHep — KOMaHJa MEAULMHCKUX CIELUAINCTOB, 00Jaal0IUX [LUPOKUM
CIIEKTPOM 3HaHUM M MOHUMaHHUs ocoOeHHOCTel 3a0oseBaHus. FIMEHHO B KOMaHIHON paboTe BO3MOXKHO
00beIMHUTE 3((EKT OT JEeKapCTBEHHBIX IpenaparoB, peadbuauTalnuu, (U3NYECKON Tepanuu WU
OpTOTEINYECKON MOEPHKKH, OPraHU3alMH MUTAaHUS U PECIIMPATOPHOU MOAIEPIKKH.

C noxiagamy BBICTYNAT BEAYIIHE CIEMUATMCTHI B OONACTH OKa3aHWsI MOMOIIM TMalMeHTaM ¢
HEPBHO-MBIIIIEYHBIMU 3200JIEBaHUSIMH, KOTOPBIE OCBETAT CaMble BaKHBIE M OCTPBIE BOMPOCHI OKa3aHUS
MTOMOIIIH JIETSM U B3pocisiM co CMA.

OcHoBHbIe TeMbl KoH(pepeHumnu:

e DOnunemuonorus CMA B Poccun. CKpbITO€ HOCUTEIBCTBO U TOUYEUHBIE MYTAIllUU

e Jleuntp uenoBeka, a He 3abosneBaHue. Kak omkHa OBITh OpPraHM30BaHAa KOMIUIEKCHAs
nomo1b 00pHBIM CMA. MeXIUCIMIUTMHAPHBIN MOIX0/T: KaK 3TO paboTaeT Ha MpaKTUKeE?

e ANropuT™ ACUCTBUI PH PECIIUPATOPHBIX HAPYIIEHUAX. MeToiuKa paboThl y AllMEHTOB CO
CMA u y naiueHToB ¢ ApYruMHU 3a00I€BaHUAMHU

e (CepnedyHO-COCYAUCThIE HApYIIeHUs y manueHToB co CMA

e HoBble nanHble B 00JIacTH HYTPUTHUBHOM MOAJAEPKKU M mpodseM nutanus npu CMA.
Pe3ynprarel MeX1yHapOIHBIX UCCIEIOBAaHUI

VYyacrtue ciymareneil - 6ecratHoe. banst HMO 3a yyactue B KoH(MepeHIIH He HAUUCISIOTCS.


https://f-sma.ru/news/viiconference/
https://sma-conference.ru/

Ha ounaifH-ruiaropme A y4yacTHHKOB OyJeT TpejacTaBieHa MOA00pKa WH(POPMAlUOHHO-
METOIMYECKIX MaTepUalIOB.

CamocTosTenbHas perucTpanus y9aCTHUKOB JOCTYITHA 110 cchlike https://sma-conference.ru

Jns yuyactus B KOH(epeHIMH IpocuM Bac HampaBuTh CHENUAINMCTOB HEBPOJIOTOB, JETCKHX
HEBPOJIOTOB, T€HETUKOB, CIEHUAINCTOB 10 NAJJIMATUBHOW MOMOILH, IyJIbMOHOJOIOB, aHECTE3UOJIOTOB-
PEaHNMAaTOJIOr OB, IyJIBMOHOJIOTOB, opTonenos, Bpaueil JIOK, peabunuronoros, neauaTpoB cyobekra, a
TaKXe CHEIHAINCTOB MEPBUYHOTO 3BEHA U CIICIIHAIMCTOB MHBIX JICYEOHBIX CIEIIMATIbHOCTEH.

IIpocum Bac Taxke HampaBUTh MNpPHUIVIALIEHHE K Y4YacTUIO B KOH(EpeHIMH B HpOoQUIbHbIE
AcconaniMi ¥ y4YpeKIEHUS B COOTBETCTBHE C MOPAJKOM MaplipyTu3anuu nauueHToB co CMA
(meTH\B3pOCIIBIE) B PETHOHE.

KoHTakTHOE TUII0 TTO BCEM BOIpOCcaM, CBsi3aHHBIM ¢ yuacTueMm B Kondepenmuu: Tein.: +7 903 163 53 82
tatyana@f-sma.ru (I"'ybapesa TarbsiHa)

C yBaxeHuewM,
I'epmanenko Ousbra FOpbeBHa

nupektop b® «Cembu CMAY,

qJieH DKCIIEPTHOTO COBETa MO peakuM (opdaHHbIM) 3a0oieBaHusaM Komurera 1mo oxpaHe 310pOBbs
I';1Po

qiieH DxcnepTHoro coBeta honna «Kpyr JJoopa»
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MNpeasaputenbHana nporpamma
30 ceHTAbBpA

Bpema Tema

10:00 MNpusetcTBeHHOE €NOBO OpraHusaTtopa. CnuHanbHaa mbiweyHana atpodpua 2022: akTyanbHble

BONPOCbl OpraHM3aLMm NOMoLLMU
lFepmaHeHKko Onbra OpbeBHa

10:20 3nuaemunonorna CMA B Poccuun

Monakos AnekcaHgp Bnagumnposny

10:40 CKpbITOE HOCUTENBbCTBO U TOYEUYHbIEe MyTaL UK
LLlarmHa Onbra AHaTONIbEBHA

10:55 JlekapcTBeHHan Tepanua CNUHA/NbHOM MbllleyHo aTpodun. Tpu meHsaoLWME XKU3HN
npenapara Ana natoreHeTuyeckoro neyeHmna CMA
JlekTop yTouHAeTcA

11:55 KombuHupoBaHHana Tepanua. CMeHa naToreHeTUYeCKoi Tepanmm
NekTop yTOUHAETCA

12:35 Mepcnektuebl B CMA. Y10 HOBOro B 061aCTU KIMHUYECKUX UCCNe0BaHUM
JNlekTop yTOoUYHAeTCA

12:50 Mepepbis

13:00 JNleunTtb YenoBekKa, a He 3aboneBaHue. Kak fonKHa 6bITb OpraHM3o0BaHa KOMNJIEKCHas
nomouwb 60nbHbIM CMA. MeXgucunnanHapHbii NOAX04: KaK 3TO paboTaeT Ha NpaKTuKe?
Bnogaseu, Amntpuin Bnagumuposud, Komaposa OkcaHa HukonaesHa, LUTabHUUKMIA Bacununit AHapeesn,

HukntnHa Mapua KOHCTaHTUHOBHA
14:30 MNepepbiB

14:35 ANnropuTtm eincTeuii NpyM pecnupaTopHbIX HapylweHuax. MeToguka paboTbl y naumeHToB co

CMA ¥ y naymeHTOB C Apyrumu 3aboneBaHMamm
LWTabHUUKNI Bacunuin AHapeesny

15:35 CepAaeyHo-cocyaucTble HapyweHusa y nauyueHtos co CMA

'po3HoBa Onbra CepreesHa
15:55 HoBble gaHHble B 061acTU HYTPUTUBHO NoAAEPXKKU U npobaem nutaHua npu CMA.

Pe3ynbTaTbl MeXAYHapPOAHbIX UCC/Ie[0BaHUIA

CnmoHa beptonu, PamoHa CunbBaHa [le Amunun
16:35 MNepepbiB

16:40 MNoa6op TexHUYECKUX cpeacTs peabunuraymmu. BaxkHocTb nNosbl
JleKTOp yTOUHsAETCA

18:10 OpToneguueckue usgenua: uto? rae? Korga? n Kak?
Bonbckuin Mpuropuit bonvcnasosuy

18:40 3aKpbiTne nepsoro AHA KoHpepeHuun CMA

1 oKTAb6pA

CneunannsnMpoBaHHbIA AeHb TONIbKO AN MeAULMHCKUX CNeLUuanunucTos

HeoHaTtanbHbI cKpuHUHT CMA B Poccuu: nepBble pe3ynbTaTbl — OXXUAAHUA U PeasibHOCTb

10:00 | HoBas peanbHOCTb: paclUMPEHHbIA HEOHATANbHbI CKPMHUHT B Poccum
BopoHuH Ceprei Bnagnmmposmy

"(Gm http://f-sma.ru cTp3u3b6



10:20

OnbIT peanusaymnm NUIOTHOTO NPOEKTAa HEOHATa/IbHOIrO CKPUHMHra Ha CMA B r. CaHKT-
MNetepbypr
lnotos AHgpeli Cepreesny

10:40

OpraHusauua oNnTMMaNbHOW MapLUPYTU3aLUM NALUEHTOB — 3as0r ycnexa tepanum CMA
Hesmeprkunukaa KpmuctnHa CepreesHa

11:00

TaKTUKa BeaeHUA NauMeHTOB C NpucMmnTomaTmyeckoin ctaguein CMA
ApTtembeBa CBeTanaHa bpoHucnaBoBHa

11:20

Aunckyccus
BopoHuH Cepreit Bnagumuposud, [notos AHapen Cepreesud, CocHMHa WpuHa BpoHUCNaBOBHa,

AptembeBa CeeTanaHa bpoHncnaBoBHa

11:30 | MepepbiB
Takue pasHble naumeHTbl co CMA: npumeHeHue npenapata CnMHpasa y NoAPOCTKOB U
B3POC/bIX

11:40 | AnddepeHumnanbHbit gnarHo3 CMA y B3pocabiX U NOAPOCTKOB
benosa AHHa HaymoBHa

12:10 | CnuHpasa gna NOAPOCTKOB U B3POC/bIX B PpeasibHOM KIMHUYECKOWU NPaKTUKe
MypyreBa 3amupa MaromenosHa

12:40 | NoApOCTOK, COXPaHUBLLMIA HABbIK X0Ab6bI. lMHAMMKA NaLMeEHTa, NoayYalowero npenapar
CnuHpasa
TpyxaHKkuHa 3nHanaa BrnagumuposHa

12:55 | JleueHne monopgbix B3pocnbix co CMA npenapatom CnuHpasa
MakcmmoBsa HOnuva BnagnmmposHa

13:10 | Bapocabii co CMA B Konsacke. CouetaHue Tepanmm u peabuaurtaumm
Mypsabaesa JlelicaH LWWapudynnosHa

13:25 | Bapocabi co CMA B Konsacke. CouetaHue Tepanum u peabunmraumm
KakaynuHa Bukropua CepreesHa

13:40 | NepepsbiB
MepcoHannsnMpoBaHHbIii nogxoa B nedeHnn CMA

13:50 | MepcoHanM3npoBaHHbIA NOAXOA K NedeHuto getei co CMA
JleKkTop yTOo4uHAeTCA

14:20 | NepcoHanM3npoBaHHbIA NOAXOA K Ie4eHUI0 B3pocabix co CMA
JleKkTOp yTOUHAETCA

14:50 | B3rnag, Ha nepcoHaNM3NPOBAHHbIA NOAX0A CO CTOPOHbI NAaLMEHTOB
JleKkTOp yTOUHAETCA

15:50 | 3akpbiTne KoHdepeHumn CMA

QR xox i perucrpaiu -

[=]!
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Cnukepbl

AptembeBa CBeT/iaHa BpoHUC/IaBOBHA - K.M.H., Bpau-HEBPOJIOT, 3aBEAYIONIAs JETCKUM MICUXOHEBPOIOTHUECKUM
ornenecaueM HUKU nenuatpuu um 1O.E. Benstumesa PHUMY um H.U. Tluporosa

BaxenoBa Oabra BanepseBna - Koopannarop npoekra «Knnanka CMA» biarorsopurensaoro ponga «Cembu
CMA»

BenoBa Anna HaymoBHa - 1.M.H, ipodeccop, 3aB. Kadenpsl MmeauuuHckoi peadbunutaunu IEOY BO
«I[IMMVY» M3 PO®, rmaBHBINA BHEIITATHBIA CIICIIHATUCT 110 HEBPOJIOTHH MUHHACTEPCTBA 3PaBOOXPAHCHUS
Hwxeroponckotii oonactu, Huxuauii Hosropon

Baonasen Imutpuii Baagumuposuy - Pykosogutens Poccuiickoro [erckoro HepsHo-MbleuHoro LenTpa,
CTapIIU{ HAYYHBIN COTPYIHUK OTAeNa ncuxoneBponoruu u snwientonoruu OCI «tHUKU nenuatpun umenu
akamemuka O.E. Benprumesay ®I'AOY BO PHUMY mm. H.U. ITuporosa Munsapasa Poccun, norieHT kademps
HEBPOJIOTHH, HEHPOXUPYPTUU U MEANIIMHCKON reHeTHKN nMeHu akagemuka JI.O. bagansHa mequatpuaeckoro
¢dakynsrera DLAOY BO «PHUMY umenun H.U. ITuporosa» Munzapasa Poccun PO

Boabckuii I'puropuii boimmcnaBoBuu - Bpau-tpaBmaromnor-opromnea JleTckoro ieue0HO-peadmIMTalnoOHHOTO
uentpa «Haumexna». PykoBoaurens opToneanieckoil Mactepckoit «Oprokpad»

Boponun Cepreii BragumupoBuy - KauauaaT MeAUIMHCKUX HayK, r1aBHbIN Bpad ®I'BHY «Menuko-
reHeTHYeCcKuil HaydHbId 1eHTp uM. ak. H.I1. boukoBay, 3amMmecTuTens npeacenaTesns TpoPuIbHON KOMUCCHH
Mun3apasa Poccun o METUIIMHCKON T€HETUKE

I'epmanenko Oabra FOpseBHa - [lupekTop 61aroTBOpUTENHHOTO (DOHIA TTOMOIIN OOJBHBIM CITHHAIBHOM
MBILIEYHOH aTpodueld 1 JpyruM HEPBHO-MBIIICYHBIM 3a0oeBanusMu «CeMbn CMAy, uien Accambien
EBpomneiickoit Acconunarun «CMA EBpomay, diieH DKCIIEpTHOTO cCoBeTa 10 peAKuM (ophaHHBIM) 3a00I€BaHUAM
Komurera o oxpaune 310poBbst I'Jl PO

I'noroB Anapeii CepreeBud - TOKTOp OMONOTHYECKUX HAYK, pyKoBoauTels OTIena rTeHOMHOW METUIINHBI
OI'BHY «HUUM AT'uP um.J1.0.0O1Ta»

I'poznoBa Osbra CepreeBHa - J1.M.H., TTIaBHBII HAYYHBIN COTPYAHUK OTZENA JETCKON KapIUOJIOTHUHU U
aputMosiornu Hay4yHo-nccie10BaTeIbCcKoro KIIMHUYEeCKOro HHCTUTYTA einaTpuu uM. akafgemuka lO.E.
BenpTumena

Kakayauna Bukropusi CepreeBHa - Bpau-HeBpoJior, anuientosor, Mopososckas JII'Kb, r. Mocksa
Kum Uinsmupa Pagannosna - FOpuct PBOO «LlenTtp neueOHON neJaroruKkimy

Komaposa Oxcana HukosaeBHa - K.M.H., Bpau raCTPOIHTEPOJIOT, JUeToJor HayuHo-Hnccne0BaTebcKoro
KJIMHAYECKOT0 MHCTUTYTA NeauaTpun nMenu akagemuka l0.E. Benbtuiena

Ky3pmuna Enena CepreeBna - Opuct no conmansHeIM BotipocaM 61arorBoputeibHoro gouga «Cembu CMA»

JleroctaeBa Anéna AnexcanapoBHa - [Icuxonor Llenrpa neueOHol negaroruku «Ocoboe geTcTBo» U GoHIa
MTOMOIIY B3POCIIBIM C HapyIIEHUSAMU pa3BUTHUS «KN3HEHHBIN MyTh»

Maxkcumosa lQuaus BragumupoBHa - 1.M.H., pod., 3aBenyromas kadeapoi MEAUIIMHCKOW TEHETUKH U
ouonorun ®I'6OY BO HI'MY Munsapasa Poccun, 3aBeayromias Mmenuko-renetuueckum otaeaom ['6Y3 HCO
«I'KB Ne 1, rmaBHBIN crielMaIuCT 10 MeAunMHCKo# renetrnke HCO

Myp3a6aeBa Jleiican lapudyanoBua - Bpau-uesposior [6Y3 PKb um. I'.T". KyBaToBa, r. Yoa -
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Mypy:keBa 3amupa MaroMeaoBHa - K.M.H., Bpad-HEBPOJIOT, HAyIHBIH coTpyaHUK PI'BHY «MHCTHTYT
SKCHEPUMEHTALHON MeauLuHb, CaHkT-IleTepOypr

HeBmep:kunkas Kpuctuna CepreeBHa - 3aBeqyromiasi oTAeleHueM HeBpojoruu O0IacTHON AETCKOM
KJIIMHUYECKOH OosbHUIBI ExaTepuHOypra

Huxntuna Mapusi KoHCTAHTHHOBHA - YUYaCTHHK MMONICUYUTEIIHCKOTO COBETa OJ1aroTBOPUTEIHLHOTO (hOH A
«Cembu CMA», Mama pebenka co CMA

Huxoas I'yccer - [Ipesaunent SMA Europe

HoasikoB Anexcanap Baagumuposuy - Joxtop Ononornueckux Hayk, lIpodeccop, Unen-koppecnonnent PAH
3aBenytoumii tabopatopueit JJHK-nuarnoctuku. Bemymmii B cTpane cienuanuct B 00J1acTi MOJICKYJISIPHOM
reHetnkd U JIHK-IrarHoCTHKY HACIEACTBEHHBIX 3a00I¢BaHUI YelIOBEKa

Pamona CunbBaHa /le AMAYHM - CIICIIMATUCT [0 HYyTPUTUBHOH MOJICpKKe, MEXTyHAPOIHBIN IICHTP OLICHKH
cocrostams nutanust (ICANS), JlemapTaMeHT NHIIEBBIX MPOIYKTOB, HAYK 00 OKpY’KaroIel cpefie U MUTaHu!
(DeFENS), Jlabopatopus ucciieZioBaHUi MUTaHUS ¥ OXKUPESHHUSI, OT/ICIICHUE SHIOKPUHHBIX U METa00JINIECKIX
3aboneBanuii, IRCCS, Munanckuii yauepcurer, Munan, Utanmus

Cumona Beptouu - IIpodeccop kadeapsl muTaHus U AUETOIOTUH, OTAEIEHHS HayK 00 OKpysKarolel cpene u
rmutaanu (DeFENS), Munanckuit yHuBepcuTeT. 3aB. OTJENCHUS U Ta00OPaTOPUH MCCIeIOBAHUN TUTAHUS U
OKUpEHHS, OT/ACICHUE SHIOKPUHHBIX 1 MeTaboamyeckux 3abonesanuii IRCCS Istituto Auxologico Italiano,
Muan, Utamus. Koopamaatop ciry>k0bl aMOyITaTOpHOTO MUTaHUS, MeXITyHApOTHBIA EHTP OLEHKH COCTOSIHUS
rutanwst, [CANS, Munanckuii yHUBEpCUTET

Tpyxankuna 3unauna BaagumMupoBHa - Bpau-HEBpOJIOT, 3aB. otaenenueMm JIPb um. ML.H. I'puropuua,
Pecnybnuka Kapenmst

®@annna Anekcanapa KoncranTtuHoBHA - ucnonHATENbHBIN nupekTop PBOO «llenTp neueOHOiM meaarorukm,
YJIeH paboueil rpynimbl PerynsaTopHol THiILOTHHBL B chepe 00pa30BaHMs U COLUAIIEHOTO 00CTYKUBAaHUS

laruna Oabra AHaToIbeBHA - K. M. H., BEAYLINNA Hay4YHBIH cOTpyaHUK Jaboparopun JHK-guarnoctukuy,
3aBejyrolas JadopaToprel MOJEKYIIPHO-TEHETHUECKOI THarHOCTUKN MeanKO-TeHEeTHYECKOTO HAy9HOTO IEHTpPa
umMmenu akaaemuka H. I1. BoukoBa

Imuausa [ledcka - Menemkep mo kommyHukarusm SMA Europe
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