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Oryer 0 nesiremHoCTH GitaroTBopHTEIBHOI opranxzaumH 3a 2022 rox

BaaroTBopHTenbHBIN hoHI pasBHTHS CHCTEMHEOM nomomnu [Tanentam ¢ Mmaoauctpodueh Jromenna
«Topae#» spisercs GnaroTBopHTENBHON OpraHu3alHei H OCYIIECTBIISIET CBOIO JAEATENLHOCTD B

COOTBETCTBHH € 3aKOHOM «O G1aroTBOPHTENLHOMN AEATEILHOCTH H J0OPOBOILYECTBE (BOJIOHTEPCTBE ) OT
11.08.1995r. 135-®3.

1.Ceegennin o $MHaHCOBO-X03MICTBEHHOH  AeATeILHOCTH, MOATBEPKIAIOIMEe  COOIIOJeHHe
TpeGoBammii  PeepaimHoro 3zakoHa ot 11.08.1995 N 135P3 «O 0J1ar oTBOPHUTEJIHLHOM
ALATETLHOCTH M 100poBo/LYecTBe (BOJIOHTEPCTBE)» IO HCIOJIL30BAHHIO MMYIIECTBA M
PACXO0JOBaHHIO CPeACTB 0JIArOTBOPHTEILHON OpraHH3aALMH.

B 2022 rogy ®ona ocymecTrisit GHHAHCOBO-X03IHCTREHHYIO IESTEILHOCTS.

HocTyIwleHHs AHEKHEIX CPeACTB cocTaBHiH — 3 608 234.36 (TpH MHAIMOHA MECTLCOT BOCEMB THICST
JBECTH TPHALATE YeThIpe pyOisi 36 Komeek).

Iloctynaenns GopMHPOBAIKCH H3 CJIEAYIOMHX HCTOUHHKOR:

-0J1aTOTBOPHTENbHbIE NOXEPTBOBAHHA OT (H3HYECKHX H IOpHAMYeckux num — 1391 89736 (Omum
MHJUTHOH TPHCTa JICBAHOCTO OJIHA TBICSAYA BOCEMLCOT JIEBAHOCTO ceMb pyOiieit 36 Koneek);

-Cpe/ICTBa IpaHToB, cybcuaui — 996 500,00 ([eBATLCOT NEBIHOCTO MECThH THICAY IISITHCOT py6nei 00
KOIIEEK);,

-JI0X0J0B OT MNpP¢ANPHHHMATEILCKOH JesATebHOCTH — 1219837,00 (Ogue MuUIHOH JBECTH
JeBATHAAATH THICSY BOCEMBCOT TPH/ATh ceMb pyOnei 00 komneek).

Pacxoznpl neHekHBIX CpelcTB COCTABWH — 3 682 613,76 (TpH MWJUIHOHA WIECTBCOT BOCEMBACCST ABE
THICAYH MECTHCOT TPHHAALATH pyOiieH 76 komeek).

JleHeskHble cpecTBa ObUIH HallpaBJICHBIL:

-Ha peaIH3al{I0 0JaroTBOPHTEILHLIX MporpaMM — 2 943 853,67 (/Ipa MHJUIHOHA AEBATLCOT COpOK TpH
TBICAYH BOCEMBCOT IIATbACCAT TPH pyOiia 67 koneek);

-Ha oIUIaTy TpyAa, BKJIKOYas CTpaxoBble B3HOCH — 315 272,72 (Tpucta naTHAOUATL THICSY ABECTH
ceMbjiecAT J1Ba pyOuia 72 korneiku);

-Ha aJMMHACTPaTHBHbIe pacxofsl — 423 48737 (UeTwlpecra ABaALATL TP THICAYH YeTHIPECTA
BoceMbJecAT ceMb pyOiiei 37 Komneek).

2.CpeseHMsi 0 IEPCOHAJILHOM COCTABE BBLICIIET0 OPraHaA YNpPABJICHHHA OJIATOTBOPHTE/ILHOM
OoprasHu3alHeit.

Coeer @onpa:

I'pemskora Ouinra Usanosna;
['pemskor Anapeit Usanosuu;
['pemskora Tatestna Anjipeenna.



J.CBeacHHA o coctaBe M conepwanuu G/IArOTBOPHTE/ILHELIX TIpOrpaMM  OJIArOTBOPUTE TLHOMH
OPraHI3AlHN (NepedeHb H ONHCaHHe YKA3aHIBIX IPOr paMM).

«PazBHTHe OCBeJIOMJIEHHOCTH © MHoucTpoduu  lonmiena» - JIeATEIBHOCTh, HalEJIeHHAs Ha
PA3RHTHE HHQOPMHPOBAHHOCTH 0 3a6oJeBaHMH B OOIICCTBE B LICAOM M optanHO# HAaCTOPOKEHHOCTH
BPAuCH: CO3AHHE BHICOPOJIHKOB, paspaboTka OHJIaiH-KypCcOB JUisi Bpauel, YCTHbie H [HCbMEHHBIE
NEPCBOBL.  PEIAKTYpPA. BepCcTKa, INONHrpadius, BLICTYIUICHHS Ha BHEIUHHX IUIOMA/KaX, Ppa3sBHTHe
COLHAJIbHBIX CCTeH, NPOBe/ICHHE HHGPOPMALMOHHBIX KAMIIAHHH, JIM3aMH.

«Kondepermupni: oprammaimn u NpoBeeHIe MeponpHATHIi (eaepansHoro popMara, B TOM JHCIIE
— CIKCTOAHBIX BCEPOCCHHCKHMX KOHGEpPEHIME H KPYDIBIX CTOJIOB No MHogucTpoduu Jromenna. Ilens:
PAIBHTHE OpGAHHOH HACTOPOKEHHOCTH Bpauci, NMPHBHECCHHE MEXAyHAPOMHOrO ONbITa B 00J1acTH
TCPaNMH. pealWIHTAllHH ¥ HaIeKAero yxoJa 3a MAlHEHTaMH B IIPaKTHKYy POCCHHCKOTO
31paBOOXpaHeHHs, WHQOPMHpPOBAHHE POAMTENCH H Bpauch 0 MEXKIYHApOJHBIX CTAHAAPTAaX BeJEHHA
MAUHSHTOB U NOCTHIKEHHAX HAYKH 10 HO30JI0THH.

«Pa3sBHTHe coofluecTBa pomMTelieii»: HHIHBHAYATRHOE KOHCYIbTHpOBaHHe poiuTese, IlIkomsl mis
POAMTEIICH, CO3/1aHKe TIaMATOK, 00yYalouMX BHASOPOIHKOR, BeeHue coobmecTs (obmero ProJlromenn
H CHELHAH3MPOBAHHLIX Mo TapreTHoH Tepanun — oT 20 go 110 yyactuukor). Ilens cooGmecTsa
Pro/lromenn: HHQOpPMHpOBaHHE poJuTeNed M Bpadel MalMeHTOB ¢ MuoaucTpodueii [lromeHHa o
MEXIYHApOAHBIX CTaHAAPTAX W KIHHHYECKHX PEKOMEHJAIMAX, HOCTHXEHHAX HAayKH H MEJHHHBI,
noaxonax W paspaboTkax B 06JACTH TepalHH. yXola H peaCHIMTALHHU IALMEHTOB, NEpPEeBO CTaTeH H
HayyHbIX NyOnHKalMH, HHQOPMHpOBaHHE O MeponpuATHSX (OHIA, OTBETHI HA BOMPOCHI, HHTETpAlUsA
poauTenbeKoro-epadebHoro coobuiecTra.

«IIcnxonormvyeckans momaep:kka ceMeli/Ileperbnuka». HWHIHBHAYAIbHbLIE KOHCYJILTAI[HH, OHJIAHH-
rpyNnbl H 4YaThl MOJJCPKKH, TeMaTHUecKHe BeOHMHapbl MO NCHXoJOrHM Ajsi poadtenei. IIporpamma
TICHXOJIOTHYESCKOH MOJCPKKH U1 poAMTeed MAJIbYHKOB M IOHOMEH ¢ MHogucTpoduelt [omenna
«Ilepenpimka» sBJIAETCS BaXKHOH YacTblo Hallero HampapjeHHsA no pabore ¢ cempsiMd. C MOMEHTa
MOCTAHOBKH JIHarHO3a H Mo Mepe nporpeccuposanust M1 y 6;m3kux (B HanGonbIIeH cTeNeHH — ¥ MaMm,
3aHATHIX ¢€/KEJIHEBHBIM YXOJOM 3a MAaIbYHKAMH H [OJPOCTKAaMH ¢ J[IOLIEHHOM) pa3BHBAETCH
SMOLHOHAJIbLHOS BBIFOPAHHE H XPOHMYECKHE CTPECCOBBIE COCTOSIHHS, BO3pAacTaeT BEPOSTHOCTD
JeTPeCCHBHBIX 3IH30J0B H TPEBOXKHLIX PaccTpoHCTB. Ilesb nporpaMMel: IICHXOTHTHEHa, NPOodHIAKTHKA
BLITOP2HHSA H PAa3BHTHE KOIIHHI-CTPATErHH M )KH3HECTOHKOCTH POJUTENIEH NALIHEHTOB.

«Hayka»: HanHCaHHe HAaYYHBIX CTaTeH, CTaHJApTOB, MNPOTOKOJIOB, KITHHHYECKHX H METOJHYESCKHX
pexoMeHalMH, 0630pOB, KOHCEHCYCHBIX COTJIAIICHHUH 110 MUOAHCTpodHH JlomenHa. [{esib nporpaMmsr:
BHEJIpeHHE MCK/IYHApOJHBIX CTAaHJApTOB HAMISKANET0 YyXoJa B NPAKTHKY OTSYECTBSHHOTO
3]paBOOXPAHEHHs, KOHCOTHIALMA TIO3HIHH BEAYLIMX SKCIEPTOB (heAepalbHbIX MEAHUHHCKHX LIEHTPOB
M0 KPHTHYECKH BaXKHBIM BOIPOCAM.

«Bcepoceuiickasi TiepenMch NAUMEHTOB ¢ MHoxHcTpodmeii TomenHa/perncrpy»: paspabotka I10,
nposeeHHe HHPOPMALHOHHOH KaMITaHHH, oObeanHeHue ¢ Apyrumu HKO, Bzaumopneiicteure ¢ cucteMoii
3/lpaBOOXpaHeHus, npoBejieHHe nepenucH. Lens nporpammer: cGop, XpaHeHHe, aHANW3 NAaHHBIX IS
OCYIIECTRJICHUA MapuIpyTH3allHH, Ha/UISKAIETO  YXOJla,  JICKApCTBEHHOro  oBecneyeHHs,
UCCIIe/I0BATEILCKOM H HAYUHOH JesITeJIbHOCTH.

Peabusmraipia aMOyJIATOPHBIX IauHeHTOB ¢ MHomHcTpodueii Jiomwenna 6-11 et n nporpaMma
kopotkoit cnanceprsatun B IIKb Y/III P®. B navane 2020 roza rojila Mbl aHOHCHPORAJIH Havaslo
OKa3aHUS  BBLICOKOTEXHOJOTMYHOH Me/IHIIMHCKOM 1OMOUIH JUis OOJIBHBIX MbllIeYHOH AHCTpodHeH



Jiomenna 8 LIKB YT PO (www.cchp.ru). Met paspaGoTanu niporpaMmy peabHIHTALMH COBMECTHO ¢
rpauamu [Kb. peaGuamtaums craprosana B mone 2020 roga. B 2021 rogy COBMECTHO C OKCTEPTAMH
KB YT PO mbl paspaGotais H 3alycTHIH NPOTpaMMy KOPOTKOH AMCTIaHCEpH3alMH (EKaros) ro
MEKIYHAPOIHBIM CTAHAAPTAM C NPHBJICYCHHEM MYJbTHAMCUHIUTMHAPHOH KOMAH[bI CTIELHATHCTOR,
HHCTPYMEHTOB (DYHKLHOHAILHON AMATHOCTHKH COCTOSIHHS KOCTHO-MbIUIETHOH, CEPIETHO-COCYIHCTOH H
ABINATENABHOW cHcTeM. Llenb nporpammei: passuTHe cHcTeMbl peaGHIMTAIHM H JHCIIAHCEPH3AlHH,
COOTBETCTBYIOMLEH MEKTYHAPONHBIM CTAIAPTAM.

4.Ceenennis o coaepxalnm H pe3yibLTaTax AeAaTeJ IbHOCTH G.Haromopnre.ﬂbﬂoii OpraHM3aLHH.

Meponpuatisa (6o/muie dopmaTei):

5 mapra:

Cumnosuym «Cunbhlice Jliomenna» B pamkax XIX cbesga neauatpos PocCHH, OPraHU30BAHHOTO COFO30M
neauatpoB Poccun. Dkeneptst donga «l'opaed» BHICTYNHIM C AOKIAJaMH O HaUlexalleM YXOJe,
COCTAaBJISIOMHNN hdekTHBHON Tepanuu MuoaucTpoduu JlromenHa, 06 0cOGEHHOCTAX H HApYIICHHAX
HeHpOpa3BUTHA, 00y4eHHs W noBeaeHus nanuenTos ¢ ML

17-18 mapTa:

Koudepennua «Peakuit Mosr» (www.rare-brainru) - Ileppas B Poccun MHoronpodmibHas OHJIAHH-
koH(epeHIMA, MOCBANECHHas 0coBeHHOCTAM paGoThl Mo3ra Jiojed ¢ Hejipoormmumsamu. Jloan c
HEeHPOOTIMYHSMH — DTO JIETH H B3pocible ¢ 0COGSHHOCTAMH BOCTIPHATHA. OHH 9acTO HCTIBITBIBAIOT
TPVAHOCTH B OOmMEeHHH W oOyueHHH, HeKOTOpble H3 HHX CTpajalT peaKHMH (opdaHHBIMH)
3abonepaHusMH. YToOBl mOMOUYL MM, HeoOXOJMMO HE TOJNBKO JieYeHHE, HO H COBPEMEHHBIE METOMIBI
Helpopeabmwimranuu. YuyacTHHKH koHpepennuu «Penkmii Mos3r» — HeHpOOHONOIrH, HEBPOJIOTH,
KJIHHHYSCKHE NICHXOJIOTH, MICHXHATPLI, peabHIMTONIOTH — PACCKAKYT O JOCTHKEHHAX HEHPOHAYK H O TOM,
KaK cJejaTh HX JOCTYIHBIMM Ui CeMeH. Ie ecTh JIOAH ¢ HedpoomnuamwsiMH. OpraHM3aTopsl
koudepenuuu: B® «Jletn BDJIA», BO «Xpynkue mojxn», BO «Kusu ceiivac», BO «Coenunenue», bd
«Topaeii». B pamxax konpepenunn B@ «opaei» npoBe CEKLHIO N0 BOCIIMTAHHIO H B3POCIIEHHIO IeTEH
¢ MJJ ¢ MeXIyHapoAHBIM YYacTHeM, Ha KOTOpOH BBICTYNHIH HEHpPOICHXOJOr, MCHXOJOL,
NCHXOTEPaneBT U ATCKHH H IOAPOCTKOBBIA MCHXHATp. 3allHCH C CEKLHH pa3MelieHBl Ha cadTe QoHIa
«l'opaei».

1 HrIoHS:

B MesxayHapoaHbli AeHb 3allHTHl geTed - B Mockse B pafione KypkuHo Ha HoBokypkHHCKOM mocce
3anosKeHa avies Uz 79 nybor «[opaeersr ayOe» .

7 ceHTaAbps:

Denepanpublii Kpyribsld crton «Kpurepuu u coctarnsomue >pheKTHBHOH Tepanuu MHOIHCTpOodHH
JlromeHHa» B0 BceMHPHBIH A¢HB OCBEIOMIICHHOCTH 0 MHOHCTpoduu Jllomenna/bekkepay, npecc-uenTp
PHA + oHnaln

Ileppoe (pemepaibHOE MepONpPHUATHE, TMOCBALIEHHOE BCEMHPHOMY [HIO OCBEAOMIICHHOCTH O
muoaHcTpodun Jromenna/bekkepa. 2,5 yaca, 18 akcneptos, 3 dieaepanbHbIX IEHTPOB H OHa Gonblas
3ajaya; B IpAMoM 3 Hpe BBICTPOHTH NMHpaMUy 3 dekTuRHOH Tepanuu MEOANCTpodHK [lromeHHA.

TeMbl BBICTYNICHHH:

* paHHsis JIHATHOCTHKA H BHEPEHHE HEOHATANILHOTO HHOXHMHMUECKOTO CKPHHHHTA,

* KIMHWYECKHE H METOAHUYCCKHE PEKOMEH/ALIHH 11O HOZOJIOTHH,

* pazBHTHE CUCTEMBI PETHOHAILHBIX HEHPOMBIIIIEUHBIX LEHTPOB,

* COBpeMeHHas TapreTHas reHOTEePaIHsl U TEPAIHs «30JIOTBIM» CTAHAAPTOM,

* KOHIPOJib BUTaMHHA D,

* BLICOKOTEXHOJMOrHYHas peabrInTaLusl,

* KOHTPOJIL paboTel cep/ilia H JIETKHX,

* [aJUIHATHBHAA ITOMOLIb.

Pesyinratom kpyrioro croia craja peloiolus o KPUTEPHAX H COCTaRIsAoNHMX e KTHBHOH TeparnuH
muoauctpoduu Jliomenna: https://dmd-russia.ru/2022/09/23/prikryt-rebyonka-so-vseh-storon/




PaboTa ¢ coodmecrnom:

bonee 500 koHeyabraumit s cemeil u Bpaueit (Gostee 100 — 110 BoIpocam MoJTy IeHHsA NaTOTEHETHIECKOH
Tepanun uepes «Kpyr go6pa», Gonee 80 — nmo Bonpocam crepouaHoi Tepanny, 6osiee 40 — JUIs HOBLIX
ceMeH)

150 Mam B waTe NIOVICPKKH, TIpoBe/ieHo 10 rpynn noamepxxu

Tatbana  Anrjpeepna IpeMsikoBa Bolla B cOCTAB  MeX/IyHapOJHOTO  KOHCYJBLTATHBHOrO  COBETa
«Duchemmecommunity advisory boardy

BricoroTexHoumornunblii pernetp:

Peructp donna «l"oppaekin paspaGoran npu nomaepskke Parent Project Muscular Dystrophy 1 World
Duchenne Organization. Ham peructp paboraer na IT-mwiatdopme Cherry CRM — oTedecTBEHHOM
NPOTrpaMMHOM ofccreyeHHH, paspaboTaHHOM cHellHalbHO A HYXKI MalHEHTCKHX OpraHH3allui,
KOTOPBIE 3AHUMAIOTCS CNOKHBIMH TOJHOpraHHBIMH HozojordsaMu. Cherry CRM mo3BoJIACT BECTH YHET
KJIHHHYECKHX M T¢HETHUECKHX MapaMeTpoR Ui Pa3HbIX HO30J0rHi. MBI KACTOMH3HPOBAJIH PETHCTD MOA
HYI61 POHIA H 0COBGEHHOCTH BeIeHHS NMAIKHEHTOB C MbllieuHoi mucTpoduei jomenna. Ham peructp
Ha€KeH H VHHKaJIeH OJHOBpeMeHHO. MOIHOCTH percipa No3BOJISIFOT BECTH aBTOMATH3IHPOBAHHYIO
Ga3zy yueTa mamMeHTOB, 0OpabaThiBaTh COTHH Pa3JIMYHBIX [apaMeTpoB, PpacCYHTLIBATEH oOBeMEI
JICKAPCTBEHHOTO 00eCIeYeHHS, aHAIM3HPOBATh 0COOCHHOCTH NOMYJ/IAIKMH, NIPOrHO3HPOBATh TPAaCKTOPHIO
TIPOTPECCHPOBaHKs 3a60/1eBaHMs, OLEHUBATh 3((EKTHBHOCTL TEPaNHH 10 KoropTaM. PerHcTp Hadan
¢BO10 paboTy B oxTs6pe 2022 roja u 3a Tpu Mecsna Beipoc 1o 300 nanHeHTOB.

Padora B s3xcriepTHOM coBete don1a «Kpyr nodpax»:

B 2023 roay «Kpyrom no6pa» Buobasok k omobpennod B 2022 roay TpaHciaapHe onoOGpeHbl TpH
npenapaTa cOBpeMeHHO#M natoreHeTH4eckod tepanuu MJ[/]: sTennypcen, rologHpceH H BUITOJIApCEH.
Onobpena Tepanus:

Tpaucnapna - 203 Ma/lbuHKa

DremHpceH — 71 MaJIbuHK

BunronapceH — 26 MabUHKOB

I'onoaupceH — 15 Manb4uKOB

Dona «AdcomoT-IloMoIb», rPaHT:
Mu1 Bpiurpany rpait Ha 996000 pybiei Ha peannsanHio 06pa3oBaTeIbHLIX MEPONPHITHH [UIA poaUTeNeH
NnaiyeHTOR H MEAHIIHHCKHX CIICIHAJIHCTOR.

Meponpuartus (KopoTkHe GpopMaThbl):

6 LIKOJI 1A poAUTesiel BHOBL JHATHOCTHPOBAHHBIX NeTeH, 110 yyacTHHKOR

1 BebMHAp MO NMOATOTOBKS MAOKYMEHTOB /1A IOJAYH 3a9BKH HA MOJNYYCHHE JICKAPCTBEHHOM TepamHH
yepes dona «Kpyr noGpa»

BHoBb pazpaboTaHHbI€ IKOJIbI:

2 wkoJbl «BajkHble acTeKThl NpUMeHeHUs KopTHKocTepouaoB B TepaniH MJJI», 94 yuacthuka, 740
npocMoTpoB Ha Youtube

1 mxona «CoBpeMeHHbIE NMATOr¢HETHYSCKHE Npenapatel B cUcTeMe d¢ipexTHBHON Tepanud M, 65
Y4acTHHKOB, 260 1mpocMoTpoB Ha Y outube

1 mkona «CranaapThl Ha/UISKalIero yxoia H BeleHHs nanuentos ¢ MJIJ1, amOynaropuas cragus», 45
yuactHukoB. 180 npocMoTpor Ha Youtube

1 mkosa «CTaHgapThl HAAJEKALIEro yYXo/1a H BeJieHHs naenTos ¢ MJUI, neambynaropsas cragus», 21
yuacTHK, 120 npocMoTpos Ha Youtube

+ YPOK II0 pacTsxkaM i ceMmel oT AokTopa Hibacosa - 2000 npocMoTpos Ha Youtube

Mukpokypc  no  auddepenudansnod  amarnoctHke  MJUJL  ans BpaueH  nepBHYHOTO
3BeHa hips. ppatdupotusuonieipg npoiin Gojiee 200 MEAHLIMHCKHX CIICIIHATIHCTOB




Jormapl:

Jorknan «Ocosznauubii PEHPONYKTHBHBIM BbIGOp Juisl poauTecH neTer ¢ opdanHbIM 3a60eBaHHEM:
BO3MOKHO JIH 3T0?» Ha Koudepennuu « BHo3THKA U reneTHka: Bbi3oBbl X X1 Bekar, 16 okTabps

Joxnan «l'eHeTHyeckas JMarHocTHka MJU/I: BO3MOXHOCTH HJIM TPHTOBOp?», Ha koH(pepeHLHy
«OnHeces OPGAHHOTO HALKEHTA: Posib GIIAroTBOPHTEBHBIX (GoHIOBY, 30 HOAOPS

Hownan «Onbit paGotst donna «Kpyr Jlo6pa» ¢ penkumu 3aGoneBanHsMH Ha TIpUMEPe MblLIeqHOH
auctpoduu Jliomenna» na BeepoccHiickom KOHIpecce maiuenTos, 23 Hoabps

ABa BRICTVIUICHHS Ha dopyme «HoBeinias reneTHKa» Mo BKHOCTH paHHeH IHATHOCTHKH M PA3BHTHIO
OocBeOMIeHHOCTH 00 MJUT B ofuiectse

Jlekuua sl CTCUMANTHCTOR NMALIMATHBHBLIX CiyxG «MexIyHapoHble PEKOMEHJAlMH MO BeJEHHIO
NAIHCHTOR ¢ MHOHCTPodued [{lomennar, 28 nosabps

Jlexuns o MJUT B VHuBepcuTeTe Actaubl 11st MarueTpoB-Meaukos «Duchenne Muscular Dystrophy -
Global Overview», 14 noabps

Hownan «IlaumenronenTprunocTs natoreneTHueckol Tepanuu Gonsusix MJJT». Kongepenuus II'MA
«IlepconanusupoBanHbIi MOAX0A K KOMOpGHAHOMY TIAHEHTY B TepaneBTHYecKol H oblieH Bpa1eOHOH
MpaKkTHKe». 8 nekabps

Hoxnan «Muoauctpodus Tiomenna — naiita HeBUAMMKY. I[IpoGieMbl JHAarHOCTHKH B TEPBHIHOM
NeJHaTpHYecKoM 3BeHe». CoBelaHHe [VIABHBIX BHEINTATHHIX CIICI[HAJIMCTOB 110 JSTCKOH HEBPOJIOTHH.
XVII mayuno-npaxtuyeckas kondpepennus «JIucKyccHOHHbIe BeTpedd. Tpy/HbIH KIMHHUSCKHE CITydai
B MPaKTHKE MCHXOHEBpoJIoTa», 9 nekabps

Ilyommcarpo:

Y4acTHe B pazpaboTKe KITMHHYSCKHX H METOAHYECKHX pekoMeHaauni nis M|

I'pemaxopa T.A., Aptembera C.B., Bamaxkmanze HJI. u ap. OcHoBomnosararomee 3HaYeHHe IOHSTHH
«aMOyJIaTOPHOCTL» H «HEaMOYJATOPHOCTb» B KOMILIEKCHOM OLIEHKE COCTOSIHHS MAIIHEHTOB ¢ MBIMEYHOMR
auctpodueit liomenHa. HepBHo-MbILICUHBIC Hone3HH 2022;12(2):00-00. DOI:
10.17650/2222-8721-2022-12-2-00-00.

Gremiakova T.A., Gremiakova O.1.. Sakbaeva G.E., et al. Duchenne Muscular Dystrophy diagnostic gaps
in primary medical chain. 17th International Congress on Neuromuscular Diseases. Brussels, July 5-9,
2022; eP04.01.06.

I'pemsiopa T.A., AprembeBa C.b., baiGapuna EH. u ap. CoBpemeHHass koHueruus 3¢dexTuBHOH
Tepanud MeimedHod quctpoduu Jromenna. IloaroToBneHa u oTnparieHa B neqaTh HepBHO-MblmIeuHbIe
60J1e3HH.

Peatouwmmrammsa 1 qucnancepusaipis B IIKB VI Pd:

53 MaupYHKka MPOIITH BICOKOTEXHOJIOTHYHYIO peabHIIMTAIIKIO 10 MEXTYHAPO/IHBIM CTAHIAPTaM

57 MaIbYHKOB TIPOIILIH KOMIUIEKCHOS MEAHIMHCKOE 0Oce/IoBaHHE (YeKaI)

5 nopocTkoB mony4win 6ucdocdonatnyro Tepanuio

Ha 6aze IIKB VJII P® co3ganH B yTBepKAeH «J[eTCKHH BBICOKOTEXHOJOTHUHbIA HEHPOMBIMLEYHBIH
LeHTp». KOTOphIi Bosrnapuia Tatbana Anipeesna I peMskosa

5.CBeseHusi o mHapyllenMsix TpeGopaumii ®efepaibHoro 3akona «O GJArOTBOPHTEILHOI
JAeATEILHOCTH U GJIArOTBOPUTEILHBIX OPraHH3AUMAX», BBISBJICHHBIX B Pe3y/ibTaTe NPOBEPOK,
NPOBe/IeHHBIX HAJIONOBBLIMM OPraHaMH, H NPHHSATLIX MEPAX 110 HX YCTPAHEHHIO.

[pesunenT @ouja
«21» mapra 2023r.




