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MHdopmaumna 06 opraHusaumum

BnarotBopuTenbHbit poHa «Cembn CMA» nomoraeT AeTAM U B3POC/bIM CO CMINHA/IbHOM MblLLEYHOM
aTpodueln u Apyrumm HEPBHO-MbILLIEYHbIMW 3360/1€BAHUAMM N NX CEMbBAM.

doHa paboTaeT no Bcen TeppuTopun Poccuu.

PaboTa B doHAe BeAeTca No ABYM HanpaB/eHUA: OKa3aHWE NOMOLLM HeNOCPEACTBEHHO CAMUM
601bHbIM CMA 1 Ux 6113KMM M paboTa Ha CUCTEMHbIE MSMEHEHUSA C CUTyaL e OKa3aHMA MOMOLLN U
NoAAEPHKKM CEMbAM, B KOTOPbIX BOCAUTbIBatOTCA et co CMA 1 B3pOCabiM NaumeHTam.

Hawa muccua

Copeincreme pasBUTUIO HALMOHaAbHOM 3G GEKTUBHON KOMNIEKCHOM CUCTEMbI MOMOLLM U NOALEPHKKM
NaLMeHTOB CO CMMHANbHOM MblLLEeYHOM aTpodurelt U ApYyrMMM HEPBHO-MbIWEYHbIMK 3ab0eBaHNAMM.
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[oCTynHOCTb M CBOEBPEMEHHOCTb MOMOLLLYM KaX a0 cembe.
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CMA — Bcero nuub 6one3Hb. usHb 6onable yem CMA!

BnaroTBopuTenbHaA Nporpamma «Pa3BuTue cuctembl nomowm 601bHbIM CMA»

Mporpamma HanpassieHa Ha BCECTOPOHHee pa3BMTME U OKa3aHWe MOMOLLYM 60/IbHbIM CNUHANbHOM
MbILLEYHOM aTpodmrelt n nx ceMbsaM Ha TepputTopum PO 1 3a ee Nnpegenamu, NoOBbILEHNE €€ KavecTsa,
BHepeHWe COBPEMEHHbIX MOAXO0A0B U METOAMK, CTaHAAPTOB OKa3aHWA NOMOLLM, Pa3BUTUE
MHPOPMMPOBAHHOCTK O 3aboneBaHUK, KBaMOUKALMM, 3HAHMI U HABBIKOB CMELMANNCTOB, 3aHATbIX B
OKasaHuu nomolum 6onbHbIM CMA, passuTMe NOMOLLM B PEFUOHAX.

PaboTa B nporpamme BegeTcAa no ABym HanpaBaeHUA: OKadaHne nomouin HenocpeaCcrBeHHO CaMUm
601bHbIM CMA 1 nX 6M3KUM U pa60Ta Ha CUCTEMHbIE NU3MEeHEHUA C cmyau,meﬁ OKa3saHuA nomouwin 1
noaaepXKm cembAam, B KOTOPbIX BOCNUTbIBAKOTCA AETU CO CMAn B3pPOC/IbIM NaUMNEHTAM.


http://www.f-sma.ru/

MpoekT «CTpaTernyeckme MHMLMATUBBI»

Joctyn K neyeHuio

doHA npoposKaeT paboTaTb Mo Bonpocam obecneyeHus goctyna naumeHToB co CMA B Poccum K
nepBomMy U NOKa eAUHCTBEHHOMY B MMpe NeKapCTBEHHOMY npenapaty ana nedenHma CMA — CnuHpasa
(HysunHepceH). B KoHue aekabpa 2018 roga AOKYMEHTbl Ha pernctpauuio bbian nogaHbl B MuH3apas
Poccun, a B deBpane npenapaTy 6bla NPUCBOEH CTaTyCc OppaHHOro — T.e. peleHue O perncrpauum
npenapata 6yaeT npuMHUMATbBCA MO YCKOPEHHOW npoueaypbl M 6e3 TpeboBaHMA nNpoBeAeHUA
KAMHUYECKNX UCCNeaoBaHNA Ha Tepputopun PO.

®doHAa npogonKaeT OCTaBaTbCA BO B3aMMOAENCTBMM C KOMMAHWEN-Nnpomns3BoauTeIeM NeKapCTBEHHOro
cpeacTBa — Kopnopauunen Biogen n npeactaBuTenem no AaHHOMY Npenapaty Ha TeppuTopumn Poccum
KomnaHuew Jannsen.

Cpean obcyrKaaemblx BOMPOCOB TAKKe — BO3MOMKHOCTb 3aMyCKa AOMOAHUTENbHON TYMAHWUTAPHOM
nporpammbl 4OCTyna K Tepanun ana naumeHtos co CMA B Poccumn. B yacTHOCTH, B MapTe npeacTtaBmutenm
$oHAa BCTPeYanucb € rn1obanbHbIM MegULMHCKUM OMPEKTOPOM KOmnaHuM Biogen, B xoae KoTopoi
npeacTasuamM MHbopmaumio 0 cuTyauum B Poccum M OTCyTCTBMA AOCTyNa K JIEYEHUIO MALMEHTOM,
CNOXHOCTAX B Ha3HayeHUM npenapaTa He3aperncTpMpoBaHHOIO Ha TEPPUTOPUM CTPaHbl, a TaKXKe
NoAYePKHYIN KPUTUYECKYIO BaXKHOCTb U HEOBXO4MMOCTb OTKPbITUS T'YMaHUTAPHOM NPOrpaMmbl paHHEro
poctyna ana naymeHtos co CMA B Poccuun. Mo mutoram, nporpamma oTkpbita B PO ¢ 23 anpensa. B
HacTosLlee BpeMa COTPYAHUKM poHAa 0becneymBatoT M MOMOratoT CEMbAM, NOAXOAALMM MOL KPUTEPUM
NpOrpamMmbl B HEN OKasaTbCA.

Bonpocbl AocTyna K Ne4YeHNIo — 3TO O4MH M3 CaMbliX OCTPbIX BOMPOCOB, KOTOPbIN CeMyac BOAHYET NOYTH
Kakayto Hawy cembto. COTpyaHMKM GOHAA NPOAOIKAIOT eXKeJHEBHO KOHCY/IbTUPOBaTb cembk co CMA no
obpalLeHMAM OTHOCUTENIBHO BOMPOCaM, CBA3aHHbIM C ZOCTYNOM K Tepanum 1 BO3MOXKHOCTAM MONYYUTb
neyeHue.
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24 mas B CLWA 6bin ogobpeH BTopoW npenapaT gns nedeHus CMA — npenapaT reHHoW Tepanuu
3oareHcma. AMepPUKAHCKKUIA perynatop ofobpun npenapat Ana npumMeHeHusa y geten go 2 net. PoHa
NPOBOAMT NeperoBopsl (HayaTble B MPOLLIOM rofy) O BO3MOXHOCTWM CKOPOM perucTpaLuu npenapaTa B
PO,
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B pamKax paboTbl NO MPOABUMKEHUIO M YCKOPEHUA A0CTyNa K Tepanuu GpoHA NPUHMMAET ydyacTue B
06Cy)KAEHMAX Ha PasHbIX NAOWAAKAX aKTyasbHbIX BOMPOCOB, CBA33aHHbIX C /1I€KAPCTBEHHbIM
obecneyeHnem opdpaHHbIMM U MHHOBALMOHHbBIMM NpenapaTtamm (Nnpecc-KoHbepeHunn, KoHPepeHL MK, B
TOM YUCNE U MeAULMHCKME, GOPYMbI, SKCMEPTHbIE COBETbI, KPYr/ible CTO/bI U Np.)

KnuHunuyeckue uccneposaHusa:

B KOHUe anpensa B Poccum OTKpbIT Habop B NepBoe Uccief0BaHMe Ha MPECMMITOMATUYECKUX MAaZeHLax
co CMA no npotokony PeitH6oyduLL nccneayembim npenapatom Pucamnnam. K ydacTuio B UccnegoBaHum
6yayT AonyweHbl MAageHLbl BO3pacTom A0 6 Hezeslb [0 MOMEHTA NOABAEHMSA NEepBbIX CUMMNTOMOB
3aboneBaHuA. doHA HaAxoAMTCA BO B3aMMOLEMCTBUMM C KOMMAHMEN-CMIOHCOPOM MUCCAedOBaHUA U
KAMHMYECKUM LLeHTPOM, Ha 6a3e KoToporo 6yaeT 3anylieHa nporpaMmma, a TakKe KOHCYbTUPYEeT CEMbM,
KOTOpble paccMmaTpuBaloT Ana ceba BO3MOXKHOCTb y4acTMs B Mporpamme.
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MapannenbHo ¢oHA, HA CBA3W C WUCCNEOO0BATENBCKMMMU LLEHTPaMM, MPOBOAALLMMMU  KAMHUYECKME
nccnenoBaHMA APYroro sKcnepumeHTasbHoro npenapata ana nedeHma CMA — bpaHannam. B KoHue
MapTa Habop mnageHues co CMA 1 TMna gna yy4actusa B uccnefoBaHUMM Obln 3aBeplleH MO NpUYMHe
nosHoro Habopa HeobXOAMMOro KOAMYECTBA YYAaCTHMKOB, MPeAyCMOTPEHHOFO  MPOTOKO/I0M
nccneposaHua. B Poccun B uccnegoBaHnUm NpUHUMALOT yYacTue 5 uccneaosartesibCKUX LEHTPOB, 3a Bpems
Habopa ¢oHa ocywecTBNAn MHOOPMMPOBAHME NALMEHTOB M MOMOLLb BO BK/KOYEHUM MPOrpamMmbl
nccnenoBaHua, 6onee 15 nauMeHTOB € Hale NOMOLLLbIO CMOT/IM MoNacTb B nporpammy. PoHA ocTaeTcs
Ha CBA3M C KOMMNaHWEN, NPOBOAALLEN UCCNef0BaHME AAHHOMO NpenapaTa 415 YTOYHEHUA BO3MOXKHOCTEM
3anycKa aHaNOrMYHbIX NPOrpamm ana geten ¢ apyrummu tunamm CMA B byayuwiem.
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doHA TakKe B3aMMOAENCTBYET C KOMMaHMAMU Pow n ABEKCUC, KOMMNAaHUAMM TaKkKe BeayLumu
pa3paboTku npenapatos ana nedeHma CMA Ha 3aBeplLuatowmx pasax KAMHUYECKUX uccnegoBaHuii. B xoae
NneperoBopoB Mbl CTPEMUMCA OOO3HAUMUTb MALMEHTCKYID MO3UUMIO B MOTPEOHOCTM B CKopeWnwei
BO3MOXHOM pPerncrpaumm npenapatoB Ha Tepputopum PO nocne OKOHYAHMA  KAMHUYECKMUX
nccnefoBaHUM, a TakKe BO3MOXKHOCTEN paHHEro AOCTyNa NauMeHTOB K SIeKapCTBEHHOM Tepanum nocne
perncTpaumm npoayKToB APYrMMW MUPOBLIMW perynatopamu. B TOmM uucne npuHMMan y4vactve B
mexayHapogHom Advisory Board (coBeT nauueHToB) AnA o6CYKAEHUA NPEANONKEHUA U NNAHOB
KOMMNaHUK ABeKcuc, Beayllein paboTy no pa3paboTke npenapata reHHoi Tepanuun ana nedyeHuns CMA.
CoBeT 6bl1 MOCBALLEH PACLUMPEHUIO MPOrPaMM KAMHUYECKUX nccaeaoBaHnin 8 obnactu CMA. MNMomumo
npo4yero, 0AHON M3 HallMX Lenel 6b11o NpuBaeyb ocoboe BHMMaHUE B OCTPbIM MNOTPEOHOCTAX AaHHbIX
NUccneaoBaHMA HOBbIX MpenapaTtax Ha rpynnax BO3PacTHbIX MaUMEHTOB C pasHbimu Tunamm CMA u
NauMeHToB € 3 TUNOM, a TaK¥Ke BOMPOCbl PABHOrO AOCTYNA NMAUWMEHTOB U3 Pa3HbIX CTPAH K y4yacTUio B
nccnesoBaHUAX.

MexayHapoaHoe coTpyaHudectso B o6aactu CMA:

doHA ABNAETCA YNEeHOM MeXAyHapoAHOM 30HTMYHOM Accoumaumm CMA EBpona, obbeamHstowLel
NauneHTCKMe OpraHM3aunn eBpPOMEeNCKMX CTpaH, BKAtodas Poccuio. Bo B3aumoaencTsmm ¢ apyrumu
CTpaHamu-yyacTHMUamm Accoumaumm ¢GoHL aKTMBHO YYacTBYeT B LeATeNbHOCTM, HanpaB/ieHHOW Ha
yAyylleHMe KayecTBa MOMOLLM U AOCTyNa K nedyeHuio naumeHtoB co CMA, a Takxe neperosopax C
KNOUYEBbIMM CTEMKXO4EPaAMM.

B pamkax MexAyHapoAHOM WHULMATMBbLI GOHA, NPUHMMAN y4yacTMe B KPYNHOM MeLMLIMHCKOM
MeXayHapogHoM KoHrpecce Myology 2019, npoxoamswem B Bopao, ®paHuma. B xoae KoHrpecca mbl
NpPOBE/IN HECKOJIbKO BCTPeY C MEeAULMHCKMMU cneuuanuctamm w3 Esponbl u npeacrasutensimm
KOMMNaHWK, paspabatbiBatolwmx nedveHne ana CMA, a TakKe MexXAyHapoAHbIMU OpraHM3aLMaMM,
paboTalowmmmn B 061acTM HepBHO-MblWeYHbIX 3abosneBaHwin. Bnarogapa nopaepxkke ¢oHaa 1
MeANUNHCKUIA CNeLManmncT CMOr NoexaTb Ha KOHrpecc.

doHA, NpuHAN yyacTne B paboTe Hag NOArOTOBKOMN nucbma-nosmummn Esponeiickoro coobuiectsa CMA
OTHOCUTENbHO LeHHOO6pa3soBaHMA Ha NEeKapCTBEHHble npenapatbl AnA nedeHna CMA, KoTopoe Mmbl
nogaepxuneaem - C TEeKCTOM 3a8BJIEHUA Ha PYCCKOM A3bIKE Bbl MOXETe 03HaKOMUTLCA Ha Hallem caiTe:
http://f-sma.ru/432.html

Takxe $oHA NPUHMMAN yyacTue B OpraHM3aLMu M NPOBEAEHUM UCCNeAOBaTENbCKON GOKyC-rpynmbl C
nauneHTammn u poAcTBeHHMKamu naumeHTos co CMA. B paboTe doKyc—rpynnbl, COCTOABLLENCA B KOHLE
¢deBpana B benbruiickom bproccesie HapaBHe C y4aCTHUKAMM U3 cTpaH EBponbl NPUHAAM yyacTue TaKKe
cembk 13 Poccun. Lenbto dpokyc-rpynn 66110 BbIACHUTb: C KAKUMM COXKHOCTAMM CTaZIKMBAOTCA CEMbU B


https://vk.com/away.php?to=http%3A%2F%2Ff-sma.ru%2F432.html&post=-99613801_3097&cc_key=

npouecce ANarHOCTUKMU U XKU3HU C TAXKENbIM 3aboneBaHnemM? Kak cembn BOCNPUHMMAIOT BO3SMOKHOCTH
JIeYeHMA N YEero OXKnaatoT OT NeKapCcTBEHHOM Tepanun? Kak NOHMMaIOT OrpaHUYeHna AeNCTBUS IeKapCTB
N MexaHM3M MX paboTbl? OKas3asoch, YTO C/IOXKHOCTU, C KOTOPbIMM CTanKmMBatoTca cembn co CMA B Poccum
He C/IMLIKOM-TO OT/IMYALOTCA OT TOFO, C YEM CTAJIKMBAKOTCA POAUTENIN B APYTMUX CTpaHax. Ha BcTpeye cembi
M3 pasHbIX CTPAH He TONIbKO AENWUIUCb CBOMMM UCTOPUMAMM, HO WU MbITAANChb BbiABUTb O0COBEHHOCTU
MapLpyTM3aumm NaLMeHTOB C pasHbIMM TUNAMM 3ab601eBaHNS N KPOCC-CTPAHOBbIE Pa3INYMA, N eCTb NN
OHW BOOOLLE, BbIABUTb OCHOBHbIE Bapbepbl, NPENATCTBYIOLLNE NOYYEHUIO Ka4eCcTBEHHOMN, HeobxoaAnmoi
MOMOLLM, a TaKKe MNobpelwTOpMUTL Ha TEMY BO3MOMKHbIX BAapMaHTOB peLUeHMA 3TUX Npobrem wm
nporpamm, KoTopble Moran 6bl NOMOYb Ha FN06aNbHOM YPOBHE NPEOAONETL CyLLecTByOWMe bapbepbl.

Mpepacrasutenn poHaa 6bIIM NpUrNaLLEeHbl A4S y4acTua B paboTe MerKayHapoaHOW KoHdbepeHunn no
obmeHy onbITOM cpean NauMeHTCKMX opraHusauuii - IEEPO 2019. 310 cobbiTve exxerogHo cobupaet
6onee 200 npeactaBuTenei NaUMeHTCKMX OpraHM3aLmin co Bcero mmpa. BosamoxkHocTb 0bmeHa onbITom C
yCMNeLwHbIMU OpraHM3auusamm, paboTalowmmm B pasHbix 061acTax U ¢ pasHbiMM 3aboneBaHUsMU OaeT
6ecueHHY0 BO3MOMHOCTb A/ OLEHKM U KOPPEKTUPOBKU COOCTBEHHbLIX YCWUAWIA, HaMpPaBAEHHbIX Ha
npoasukeHue nomoum 6onbHbim CMA B Poccuun. Takke B xofae KoHrpecca PoHA npuHAN ydyactve B
paboTe Kpyraoro crosa, NoCBALLEHHOTO ANArHOCTUYECKUM MapLupyTam naumeHTosB co CMA.

B oKkTtabpe 2019 roga B KoneHrareHe cOCTOMTCA e)KerofHas KpyrnHeunwas Hay4dyHas KoHdepeHuua no
HepBHO-MbIWeYHbIM 3abonesaHnam — World Muscle Society. Ha atom KoHrpecce, 6yayt npeacrasieHsbl
OaHHble No YncneHHocTn naunenTos co CMA B Poccmm, KOTOpblie Mbl NOATOTOBMAM HA OCHOBE HALlero
perucTpa u nepeganu ans noarotosku nocrepa [.B.Bnoaasuy, rnaBe poccuitcKoro HEPBHO-MbILLIEYHOTO
ueHTpa, 6asupytoweroca B8 HUKN Meamnatpun. lMpeacrasieHne AaHHbIX O YUCJAEHHOCTM M cOCTaBe
nauneHtoB co CMA B Poccum Ha Takux KpPYMHbIX MEpPonpuATUA Bbi3biBaeT 0O/bLION MHTEpec Y
MeMAYHapoAHOro coobllecTBa WM CTAaHOBUTCA €We OAHMM LITPUXOM «HaHeceHua Poccum» Ha
MexayHapoaHyto Kapty CMA.

PecnupatopHas noaaepxkKa:

B Hauyane roga ¢oHA NpoBen CneumanmsnpoBaHHbIiM onpoc naumeHtoB co CMA c uenblo BblABNEHMSA
NOTPeBHOCTM U HYXKA3aeMOCTU B pecnupaTtopHom obopyaoBaHum. Mo pesynbTaTam 0npoca OTKANKHYINUCD
136 60nbHbIX CMWHANBHON MbIWEYHON aTpoduen, Hyxaatowmecs B 0OOPYAOBAHUM W PACXOLHbIX
maTtepuanax. CobpaHHble gaHHble HanpaBneHbl B MuH3apas PP, u B deBpane Mbl NOAYYMAN OTBET C
3aBepeHMeM pelnTb 3TOT BOMPOC M obecrneuntb MauMeHTOB Heobxooumbim 06OpyAOBaHMEM.
CooTBeTCTBYHOLME PEKOMEHAALMM BbIAN Pa3ocaaHbl B pernoHbl Poccun.

K HacToAwemy BpeMeHU Mbl NOyYMan OTBETbI OT 20 OpraHoOB rocyZapcTBeHHoW BaacT cybbektos PO B
cdepe oxpaHbl 340poBbA. B yacTHOCTH, pag, perMoHoB noobewan obecneymTb 60bHbLIX HEO6X0AMMbIM
060pyL0BaHNEM YIKE B TEKYLLEM roay.

OfHaKo, CylecTByeT elle uenblid pag npobsiem, KOTopble NpeacTouT pelwnTb Ha NyTu obecneyeHwus
60/1bHbIX. [pexae Bcero, 3To He06X0AMMOCTb B PAAE PErMOHOB NPM3HATb 6OIbHOMO HYXKAALWMMCA B
NafnnMaTMBHOW NOMOLLM, 4YTOBbI ObBecneuynTb pecnupaTopHbiM 060pyAOBaHMEM, B TO Bpems, Kak
pecnupatopHoe 060pyAoBaHME HYXHO TaKkKe O60/bHbIM, KOTOpble B Maj/JIMAaTUBHOW MOMOLLM He
Hy»Kgatotca. Jpyraa npobaema — OTCyTCTBME B pPAAE PErMOHOB MexaHM3ma nepegayn obopyaoBaHusA
MeAMLMHCKOWM OpraHusaumeit naymeHTam, B CBA3M C YeM BO3HMKAOT CUTyaumu, Koraa obopygosaHue
3aKyn/jeHo, Ho 60/1bHOI MM BOCNO/Ib30BaTbCA HE MOXKET.

Mbl npogonkaem paboTaTb Hah BonpocoM obecrneyeHus pecnupaTopHbiM obopygoBaHMEM U
KOHCYNbTMPOBATb CEMbM MAUMEHTOB O MWMEIOLMXCA BO3MOMHOCTAX MNOMyYeHUa Heobxoammon
annapaTypbl Mo rocyAapCTBEHHbIM NMPOrpaMmmam.



MannnatMsHaa nomoub:

®oHA NPUHAN yyacTMe B OOLLECTBEHHOM OO6CYKAEHMM 3aKOHOMPOEKTA, KacalowWeroca yTOYHEHUs
HOPMaTUBHOW MpPaBoBOM 6asbl OKasaHWA NanAnaTMBHOM nomowm B O6lecTBeHHOM nanate PO,
noarotoBMB W NPeACTaBMB CBOM KOMMEHTAapMM K 3aKOHOMPoekTy «O BHECeHUM WU3MEeHeHW B
depepanbHbIit 3aKoH “O6 ocHOBax oxpaHbl 340P0BbA FpaxkaaH B Poccuiickon ®egepaumn” no sonpocam
OKas3aHWA nNa/MaTUBHON MeOMLMHCKOM MNOMOLWM», a TaKXKe KOHCYAbTUPYET Cheunaancros
NanNMaTUBHBIX CNYK6, obpaLatoLmxca ¢ Bonpocamu no CMA uau pecnupatopHomMy 060pyL0BaHuIO.

KNTUHUYECKUE PEKOMEHOALIMU NO CMA

®PoHA NpMHMMaAET aKTMBHOE y4yacTue B CO34aHUM U MOAroTOBKe NpoekTa deaepasnbHbIX KAMHUYECKMX
pekoMeHAAUNIN MO CNUHANBbHOM MblWweYHON aTpoduu. [OKyYMeHTa, KOTOpblit CTaHET OCHOBOM AnA
MeANUMHCKUX CNELMAZINCTOB NPWU OKa3aHUUM MeAMLUMHCKOM nomowy naupeHtam co CMA. Ham KpaiiHe
Ba*KHO, YTOObI 3TOT AOKYMEHT OTBEYas COBPEMEHHbBIM, MEXAYHAPOAHbIM NoAxo4am K Tepanun CMA,
HOCUN MEXANCUUNIIMHAPHBIMA XapaKTep W NOKPbIBaA BCe HY»XAbl NaumeHToB co CMA. EgMHbIA AOKYMEHT
NO3BOJIUT HbICTPEE NOHATL, YTO AENATb B TOM UAN MHOW CUTYALLMU U eCTb I 0COBEHHOCTM, CBA3AHHbIE C
AMarHo3om, KoTopble cneayeT y4ecTb Npu HasHavyeHuu nobol Tepanuu.

PaboTa Hafg TEKCTOM K/AMHWYECKUMX PEKOMEHAAUUN, ANIUTENbHbIN, CNAOXHBLIA U OYeHb TPYAOEMKUN
npouecc. B ¢deBpane coctoanocb TpeTbe 3aceaaHne pabouyeit rpynnbl. B coctas pabouelt rpynnbl no
NoOAroTOBKE KANMHUYECKMX PEKOMEHAALMIA BOLIN BPAYN-IKCMEPTbI BbICOKOTO YPOBHSA M3 Pa3HbIX YrONKOB
Poccum ¢ onbitom BegeHus nauueHtoB co CMA. npodeccMoHasoB M 3KCMEepTOB, Y4acTBYIOWMX B
NoAroToBKe 3TOro BakHelwero ana Poccum gokymeHTta. Bnepsble B poccuickon muctopuum CMA -
naumMeHTCKoe COoobLLeCTBO NPUB/IEKaeTcs K paboTe Hag AOKYMEHTOM, KOTopbii byaeT onpeaenatb
TAKTUKY M NOAX0Ab! K IeYEHUIO NALMEHTOB.

PaboTa Hag KNMHUYECKUMWU PEKOMEHAALMAMMU NPOJOIKUTCA B TedyeHue roga. MpoekT pekomeHaaumi
6bln NpeacTaBneH Ha banTuitckom KoHrpecce no AeTcKon HeBpoOornm B KoHue anpensa 2019 roga.

Noanporpamma «ObyuyeHue u passutue»

Moanporpamma HanpaB/ieHa Ha Pa3BUTME cUCTEMbI NOMOLLM 60abHBIM CMA 1 UX cCEMbAM, NOBbILIEHUE
ee KayecTBa, BHeApeHWe COBPEMEHHbIX CTaHAAPTOB, pa3BuUTUE MHPOPMUPOBAHHOCTU O 3aboneBaHuum,
NoBbIWEHME 3HAHWUIA U HABbIKOB CEMEW M CMELMAUCTOB, 3aHATLIX B OKa3aHMM NomolLLm 601bHbIM CMA.

KOH®EPEHUUA CMA 2019

KoHdepeHuun - 3To BO3MOMKHOCTb BCTPETUTLCA ANLOM K IMLY HE TONbKO Bpadam mexay coboi, Ho u
Bpayam c naumeHTamu. BosmoXKHOCTb HaX04aMTbCA B OAHOM €4MHOM MPOCTPAHCTBE, HA PaBHbIX, HE KaK B
KabuHeTe Ha Npueme, Koraa poau pacnpegeneHbl COBCEM MHAYe. Ham 3Toro He XxBaTaeT B NOBCeAHEBHOM
W3HW, BUAETb APYr B Apyre YyesoBeKa, He Bpaya, He NauumeHTa, a COl3HUKa B Bopbbe ¢ 6onesHblo.
MMeHHO 3T0, Ha Mol B3rag — 50% Halwel KoHbepeHUMn — NPOCTPAHCTBO 0bLWeHUs U 06MeHa OMbITOM,
MOTPY}KeHUA B AMArHO3 W B YeNOBEYHOCTb. Ha Hawei KoHpepeHUMM, B OTANYME OT MELMULMHCKUX
KOHdEpeHL M, Mbl HE TOBOPUM MHOMO O MOCTAaHOBKE AMarHosa, a 60/blue roBOPMM O MPaKTUYECKUX
BELLAX, O TOM, YTO Zie/1aTb MOC/Ie TOro, KaK OH YCTaHOB/IEH. YTO AenaTh NaLUMEeHTY, Kak emy KUTb Jablie,
KaK Bpayy Nomoyb 6O/IbHOMY, KaK OpraHM3oBaTb MOMOLLb BOKPYr MauMeHTa, Kotopas bbiia 6bl He
HOMMWHa/bHO, @ MOKPbIBaiA peasibHble NOTPebHOCTH.

B ceHTAbpe mbl npoBenun IV KoHdepeHumto CMA. B Helt npuHaam yyactue 332 yenoseka, M3 Hux 152
MeAULMHCKNX cneumannctos n cotpygHukos HKO, a Takke 180 601bHbIx CMA 1 Ux 6113KKX.

C AoKknagamMu BbICTYNUAM BeayliMe CneunanmcTbl B 061acTM oKasaHMA NOMOLUM NaLMeHTam C HEPBHO-
MbllEYHbIMKU 3aboneBaHUAMU U3 Poccnm M dpaHuMK, KOTOpble OCBETUIN Camble BaXKHble BOMPOCHI
OKa3aHuAa nomouwm nauneHtam co CMA.



Ha KoHdepeHumMmn obcyKaanmcs 06HOBNEHHbIE eBPONencKue CTaHAapTbl No yxoay 3a Atogbmu co CMA,
pa3paboTaHHble MeXAYHaPOAHbIM KOJIEKTUBOM CMELMaNNCTOB, BONPOCHI KOOPAMHALLMM CNEeLManncToB
pasHoro Npoduaa Npu oKasaHuM nomowm 6onbHbiM CMA, 0CO6EHHOCTU pecnupPaTopHO NoAAEPKKH,
TOHKOCTM NOALEPHKKM PU3MUECKOro COCTOSIHMA NaLMEHTOB, OPTOMNEeAMYECKOE COMPOBOXAEHME U
BO3MOXHOCTU  XMPYPrMYecKoro BMeELLATeNbCTBA, FOBOPUAM O AOCTYMHbIX crnocobax sedyeHus,
peabuantaumm n noanepKKu.

Wkona CMA

LLKkona CMA - uMKn Bble3gHbIX 06y4aoLWwmux meponpuaTuin. Liesb WKobl - NOBbILEeHNe
ocsegomneHHocTn o CMA, npusaevyeHmne BHMMaHMA K CMA meguKOB 1 UHbIX CeumanncTos
nomoratouwmx npodeccuin, obecnevyeHmne 60abHbIX U UX BIU3KMX HEOBXoAMMON MHOPMaLME O
3aboneBaHUN 1 NpaBuIax yxona 3a 601bHbIM.

B 2019 roay ¢oHg nposen 5 «lkonbl CMA» B KpacHogape, KasaHn, HoBocubupcke, EKkaTtepuHbypre,
CaHkT-MeTepbypre. B WKonax cymmapHO NpuHANO ydactue 568 uyenosek, n3 Hux 330 Bpauelt un 238
nauneHToB co CMA 1 nx 6an3Kux.

[na 83 naumneHToB 6bl1M OpraHn30BaHbl MHANBUAYAIbHBIE KOHCYbTaLMM — BaXKHaA NMPaKTUYecKan 4acTb
ceMuHapa, B X04e KOTOPOM He TO/IbKO CEMbW CMOI/IM MOJYYNTb OTBETbI HAa CBOM BOMPOCHI, HO U BpPauu-
CNeuManncTbl Ha NPaKTUKE MO3HaKOMUTBLCA C TeM, Kak TeopusA MepBoro AHA npetsopsAeTca B paboTty ¢
nauMeHTOM, Kak Teopusl CTaHOBUTCA OCHOBOW A1 KOHCY/IbTUPOBAHUA U MOMUCKA COBMECTHbIX peLleHnit
npob6em, C KOTOPbIMM CTASIKMBAIOTCA CEMbM MALMEHTOB B EXXeAHEBHOW XKU3HMU.

MpoBeAeHHbIe WKO/bl MOMOIAM NepeaaTb onbIT POHAA M BeAyLUMX POCCUMCKUX IKCNEPTOB, PacCKasaTb O
COBPEMEHHbIX MEeTOAMKaX, Ay4Ylux MnpakTMKax pabotbl ¢ 6onbHbiIMM CMA, opraHuM3auum MNOMOLLM
pPernMoHasibHbiM BpPaYamM M CEMbAM CO CMWUHAAbHOM MblweYyHon aTpodueinn. OB6MeH onbIToM MU
pacnpocTpaHeHMe 3HAHWI B PErMOHAX KPUTUYECKM BaxKHO AR Pa3BUTUA CUCTEMbl MOMOLLM BONbHbLIM
CMA B Poccumn, NoBbllWeHUA ee KayecTBa, BHeAPEeHUA COBPeMeHHbIX CTaHAApTOB M pacnpocTpaHeHmA
MHPOPMMPOBAHHOCTUN O 3a60SIEBAHUM.

B doHA nocTtynunno 5 3aaBoOK OT Bpayen Ha npoBeaeHme LLIKon B ropogax: KpacHoapck, PoctoB-Ha-[oHy,
Kemeposo, Y¢a, CraBponons.

LUKOJ1IA POOAUTENA

B pamkax LWKoAbl Mbl NpoBoAgMM obyyatoLine BebuHapbl Mo pa3anyHbim acnektam CMA. OcHoBHas uenb
WKOMbl — MOMOYb poauTensm pasobpatbcs B ocobeHHocTAX 3abosneBaHWA, NpMOBpPecTn 3HaHUS,
Heobxoaumble A8 yxo4a 3a 6onbHbIM. MPUHATL yyacTne B BeOBMHApax MoryT Bce xuteam Poccuu, He
33aBMCMMO OT MeCTa NPOXKMBaAHUSA.

B 2019 roay mbl nposenn 7 BebMHapoB Ha TEMbI:

e «PecnupatopHas nogaeprkka npu CMA». Jlektop LTabHnuKmMin Bacununii AHgpeesuny

e «XMpypruyeckas KOppeKLuua opToneanyeckmx HapyLueHuin». Jlektop Pabbix Cepreii Onerosuu.

e «OCHOBHblE NPUHLUMNbI AMETONOMMYECKOro ConpoBoXAeHuA nauueHToB co CMA». Jlektop
Bawypa AHapen KOpbesuu.

e «BcTtpeya co CMA. MNpuHATUE aMarHo3a U CNOXKHOCTK aganTtaumny». Jlektop Pyukaa MaprapuTa

o «lpodunnakTMKa N KOPPEKLMA KOCTHO-MbILLIEYHbIX HapyLleHn y nauneHTos co CMA». JlekTopbl
BopobbeBa EkaTepuHa CepreeBHa n ®eknnctos AmuTpuin AnekcaHgposuy

o  «¥nsHb n CMA.» JlekTop Pyukaa Mapraputa

o «[lpenapaTbl noaaepxueatoLwen Tepanum npn CMA». Beaywaa AHHa AnekcaHapoBHa KokopuHa

B BebuHapax npuHanm ydactue 280 caywarteneid. MocmoTpeTh 3anncb Be6UHAPOB MOXKHO Ha 1OTY6 KaHane

QOH,Q,a


https://www.youtube.com/watch?v=RVxIvHl9d3E&list=PLA2hg_KjDX9p_REoClhklP6domALfjuUU&index=7
https://www.youtube.com/watch?v=RVxIvHl9d3E&list=PLA2hg_KjDX9p_REoClhklP6domALfjuUU&index=7

BbicTynneHMA Ha MeponpuUATUAX

CoTpyaHuKKM GoHOa NPUHAAK yyacTue B IX BanTMIiCKOM KOHrpecce no AeTCKO HeBPOIormMmn —
KpynHenwem exkerogHom cobpaHmm AeTckmx HeBposioros Poccumn. Haw ¢oHA, 6bin1 eANMHCTBEHHOW
NauMeHTCKON opraHusaumen, NPUrnaweHHoM U NpeacTaBAeHHOM Ha KoHrpecce. [1ns Ha npeacTaBuaach
BO3MOKHOCTb LUMPE PACcnpOCTPaHUTb MHPOPMaLMio 0 3a601eBaHNM U HYKAaX NALMEHTOB, NPUB/EYb
BHUMaHME MeANLMHCKOro coobLEecTBa K HalWwMm npobaemam U Heo6X0AMMOCTM peLleHMs aKTya bHbIX
npobaem, B TOM Yncne 0 ZOCTyne K Tepanun. B pamkax KoHrpecca Ha 60/1bLIoN cLeHe npoLuen
cumno3snym «CnmMHanbHaA MblleyHan aTpodumsa: OT ANArHOCTMKM K nedyeHunto». Ham 6bli1o oYeHb
NPUATHO, YTO B CBOMX AOKNaZaX PAM HEBPOJIOTOB OTMETUIMN KaK AEeATe/IbHOCTb camoro ¢poHAa, TaK U
nauneHToB, 61arogapsa KOTOPbIM Havyana akTUBHee Pa3BUBATLCA MeAMLMHCKAA MOMOLLb B perMoHax.

BbicTynanu TakKe u Ha «LLIkone Muonorum» - cbesge Bpaveit, 3aHMMAKOLLNXCA HEPBHO-MbILLIEYHbIMM
3ab60/1eBaHNAMM, rAe NpeacTaBUAM A0KN34 O COCTOAHMM NOMOLLM NauneHTam co CMA 1 nsmeHeHusx,
KoTopble npounsownu 3a 10 feT n nepcnekTnBax n HeobxoAMMOCTU CerogHA HanpPaBUTb YCUANSA Ha
KauyeCcTBEHHY!O, MOJIHOLLEHHYIO M CBOEBPEMEHHYO MoMOLb 601bHbIM CMA.

KoHcynbTauum CTOPOHHUX OpraHn3aunii

fiBnAack cneumanmsmpoBaHHbIM Ha npobaemax CMA, doHA nonyyaeT 3anpocbl OT APYrMX opraHM3aumi
(yupeskaeHuit 3apaBooxpaHeHns, MeanLUHCKUX cneunanmctos U HKO) Ha oKasaHMe KOHCY/1IbTaTUBHOIA
NMOMOLLM NO BOMNPOCAM, CBA3AHHbIM € 3aboneBaHnem. PoHZ OKaszan 55 KOHCybTaLMiA.

Mecsay ocBegomneHHoctn o CMA

MoBblleHWE OCBEAOM/IEHHOCTM B OBLLECTBE O CNOMKHOCTAX U Npobaemax, C KOTOPbIMU CTaJIKMBALOTCA
60/IbHble CO CMMHANLHOM MbllEYHOW aTpodueir — ogHa M3 OCHOBHbIX 3agay ¢oHaa. PacnpocTpaHsas
nHdopmMaumio o 3aboseBaHMM, Mbl TPUBAUKAEM AEHb 33 AHEM TOT MOMEHT, KOT4a B Halwel cTpaHe 6bITb
0C06€eHHbIM He ByaeT o3HaYaTb ObITb HEBUANMbBIM U 0BpPEYEHHbIM.

Becb aBrycT Mbl CTapaeMca paccKasbiBaTb 06 3Toi 60/1e3HN BCE, YTO 3HaeM, AaxKe TOo, YTO A1 Hac CamMmux
M HalMX NOAOMNEYHbIX ceMel aniemeHTapHana a3byka. PacckasbiBaa o CMA, mbl XoTUM, 4Tobbl 06 3TOM
60N1€3HN U O TOM, KaK C HEWN KMUBETCA, Y3HANO KAaK MOXKHO 6osblie ntogei. X BHUMaHWE — 3TO Hawa
HaZex4a Ha NMOMOLLLb U NOAAEPKKY, B HUX OYEHb HYXAaloTCA Hall GpOHA, M HalM NoAONEUYHbIE CEMbU.

Mecsu, ocBeA0MIEHHOCTM noaaepskanv 6onee 20 TbicAY NOb30BaTE/NIEN COLMAbHbIX CETEN.

MH¢oopma UMOHHO-U3aateNibCkana AeATe/IbHOCTb:

bpouwitopa «oixaHue».

M3paHa 1 pasmellleHa Ha caiTe bpolutopa «dbixaHue». PecnupaTtopHan nogaepka ana geten co
CMUHANbHOM MblLLIEYHOM aTpoduelr». bpolutopa NPoAoAKAET CEPULD NEePeBOAHbIX MHGOPMALMOHHbIX
M34aHUI 0 pasHbIX acneKkTax nomolum 6onbHbiM CMA 13 cepum «SMA Care Series», NoAroToBAEHHbIX
amepuKaHcKon accoumnaumein «Cure SMA» 1 nepeBeAeHHbIX M aAanTUPOBaHHbIX Ana Poccnn doHaoM
«Cembk CMA» N MeaUUNHCKMMM 3KcnepTamn GoHAa.

B M34aHMM onucaHbl rnaBHble Npobaemsl ¢ AbixaHnem y aeteit co CMA v npeacrasneHa MHoopmaLms
06 OCHOBHbIX cnocobax pecnMpaTopHON NoanepKKM, 06 obopyaoBaHUKU, HEOBXOAMMOM AJ1A TOFO YTOObI
CNPaBAATLCA C TaKUMUK NPobeMaMmM Ha PasHbIx 3Tanax 3abosieBaHMA. B Hell coaep»KaTbCa COBETDI
POAUTENSIM O TOM, KaK MOXHO M36eKaTb OC/I0XKHEHWI NPY NMPABUIbHOM YXOAE, U Ha YTO BaXKHO
0b6paLlaTb BHMUMaHKWE, YTOHbl NOMOLLLb Bblna OKa3aHa BOBPEMS.

Bpowropa «[TumaHue».

M3paHa 1 pasmelleHa Ha caiiTe bpowtopa «lMutaHuMe. Kak noaaepXusaTtb 340p0OBbE U POCT AeTel co
CNUHANbHOM MblLLIEYHOM aTpodpuen».



Bpowtopa «lMnuTaHMe» — yeTBepTan us cepmum MHPopmMaLMOHHbIX bpowtop o CMA amepuKaHCKOM
accoumaumm «Cure SMA», nepeBeAeHHbIX Ha pyccKui A3blKk PoHa Cembn CMA 1 afanTMPOBAHHOM C
YYETOM POCCUMNCKMX peannit. Llenb aaHHOM BpoLtopbl — NPeAoCTaBUTb AETAM, POAUTENAM, @ TaKKe
meanepcoHany MHGOPMaLMIo O BANSHUN MUTAHUKN NALMEHTOB CO CMMHA/IbHOM MbILLEYHOM aTpodum
(CMA).

CauT:

B HoAGpe mbl 06HOBWMAK caliT. Tenepb 3TO He TOJIbKO canT GoHAa, HO U MHGOPMALIMOHHBIN NopTaa no
CMA. Ha nopTane pa3melLeHbl BBOAHbIE CTaTbW MO HEBPOJIOTUU, ANETOSIOTNKN, GU3MYECKON Tepannu,
pecnupaTopHOM NoaaepKKe N IeKapCcTBEHHOM Tepanuun. MopTan 6yaet o6HOBAATLCA U AONONAHATCA
HOBOW M aKTyanbHOW MHPOpPMaLMK 0 3aboneBaHUMN.

MbI NOCTOAHHO OTCNEeKMBaem HOBOCTU 0 CMA 1 nybanMKyem Ha calTe CTaTbU O TEKYLUMX KAMHUYECKUX
NcCNefoBaHUAX M HOBOCTAX HayKKU. s HAac BaXKHO, YTOObI pyCCKOS3bIYHbIE YNTATENN, NPpEXae BCEro
CeEMbW N MeAMLMHCKME CMeLManncTbl MOMM NOAY4YUTb AOCTYN K nocnegHen nHbopmaumm o
npoucxoasauwmx cobbiTnax B obnactm CMA. B 2019 roay onyb6ankosaHo 30 ctaTteit.

Moanporpamma «MomoLb cembam»

HeatenbHocTb 6naroTBopuTenbHoro poHaa «Cembn CMA» cocpefoTouYeHa Ha OKasaHMM KOMMJIEKCHOM
BCECTOPOHHEN NOAAEPHKKMN AETAM U B3POC/bIM, 60/IbHbIM CNMHANBHOW MblleYHOoM aTpoduren n apyrumm
HEepPBHO-MbILLEYHbIMM 3a6oneBaHNAMK. HecmoTpa Ha To, 4To CMA 1 60/1bWMHCTBO HEPBHO-MbILLEYHbIX
3a60n1eBaHWIA HA AaHHbIA MOMEHT Heus/ieYMMbl BO BCEM MMPE, MPaBUIbHO OPraHM30BaHHbLIA YXOA4,
NpodUNaKTUKA Pa3BUTUA BTOPUYHbLIX OCNOMKHEHWUI M BCECTOPOHHASR NOAAEPrKKA NaLMEHTOB CNOCO6HbI
3aMeTHO Y/IYYLIMTb KaYecTBO 1 NPOAO/IKUTENBHOCTb XU3HM TaKUX NaLMEHTOB.

Peectp CMA

PeecTp 60/1bHbIX CMMHAIbHOWN MblleYyHOoW aTpoduel coaepRuT nHpopmauymio o 60nbHbIX CMA Ha
TeppuTopumn Poccuiickon ®eaepaunn. Peectp BeaeTca B LLeAX COAENCTBMA B NPOBEAEHUN HAYYHbIX U
KIMHUYECKUX UCCe0BaHUI, COAENCTBUA rOCYAaPCTBEHHbIX MHULMATMBAM B 061aCTN nedeHnsa 60NbHbIX
CMA, ynydweHunsa cucTemMbl KayecTsa NPeAoCTaBAAEMbIX YCYT U cUcTeMbl oMoy 6onbHbiM CMA B
Poccun, coBeplueHCTBOBaHMA AMArHOCTMKMN M NOBbIWEHMS KQYeCTBa OKa3aHMA MeAULMHCKON MOMOLLM.

B 2019 roay mbl noay4mnm 252 aHKeTbl OT ceMell, HegaBHO Noay4YmBLLMX AnarHo3 CMA, a Takke OT Tex,
KTO HeZaBHO y3Han o geatenbHocTM PoHaa. Ha KoHel, aeKabps B peectpe - 906 60/1bHbIX CMUHABHOM
MblLLEeYHOM aTpoduelt co Bcert Poccum.

MpoeKT «Apgantauua»

OAHO% M3 OCHOBHbIX 3a4a4, CTOALWMNX nepes d)OH,EI,OM ABNIAETCA KOMMNJIEKCHAA pa60Ta C cembAamm,
BK/1lOYatoWwan B cebs nomoulb B agantauunm K CNOXHOW *KN3HEHHOM CnTYyauuu, obecneueHue
MHd)OpMaLLMOHHO-METO,D,MLIECKOVI nogaepku, NomMolLlb B MONCKe OTBETOB Ha BO3HUKaloLWme BOMNpocChl,
CBA3aHHblIE C COCTOAHUEM 60l1bHOFO, OKa3aHune COAEﬁCTBMﬂ B noayvyeHnn meamnLumMHCKOro o6opy,a,OBava
N PaCXOo4HbIX MmaTepnanos, TeEXHNYECKUX CpeacTB pea6MﬂMTaLI,MM.

B 2019 roay ¢oHA nposen 2 160 KOHcyAbTauuMiA cemel no pasanyHbIM TemaTruKam. Momoub 6bina
OKa3aHa KaK JIMYHO, TaK U yaaneHHo (TenedoH, e-mail). Hanbosnee nonynsapHble 3anpockl: KAMHUYECKME
nccneaoBaHMA M NeKapCTBO, 3aNpoCbl HA NOMOLLL B NpMobpeTeHnn 060pya0BaHUSA, BONPOCHI NO
MeNLNHCKON TeMaTUKe, BOMPOChI O PeecTpe W ApYrnx npoektax ¢oHaa, obpalleHus
HOBO/ZMArHOCTUPOBAHHbIX CEMEN.

PoautenbcKkuii Kny6

C sHBapA mMbl NPOBOAMM BCTpeun "Poantenbckoro Knyba" - Bctpeya ana poautenen geten co CMA.
dopmart knyba — 3To NoAAepPKUBAIOLLEE, YIOTHOE MPOCTPAHCTBO, B KOTOPOM BO3MOXKHO B 6€30NacHO U



ApY»KecTBeHHOM aTMochepe 06CcyanTb 3HAUMMbIE POAUTENbCKME TEMBI, Y3HATb HOBYIO MHbOpPMaLMLO,
NoAeNUTbCA IMYHBIM ONbITOM, YC/bILWATb 3aHUMATE/IbHbIE UCTOPUM, MOCMOTPETL Ha CBOM NpobieMbl co
CTOPOHbI.

B 2019 roay npowno 12 BcTpey Knyba B Mockse, benropoae, KpacHospcke, MeTposaBoacke,
Cumdeponone, CraBponone, Poctose-Ha-LloHy, MNeTpo3aBoacke 1 Apocnasne. B HUX NpuMHAAM yyacTme
116 yenosekKa.

MHdpopmaumnoHHan paccbinKa gna cemei

C aHBapA Mbl Ha4Ya M BECTU PEryAAPHYO0 MHOOPMALMOHHYIO paccblNKy No cembam co CMA,
3aperncTpupoBaHHbIM B peectpe PpoHaa. Paccbinika MHGOpMUpPYET CEMbM O NOCNEAHNX HOBOCTAX B
obnactn CMA, coaepKnUT CCbIZIKM Ha nocnegHue nybankaumm n 6ykneTbl U U3aaHMA, KOTopble MOTyT
6bITb NONE3HbI CEMbAMM, COOBLLAET O NAaHaxX U MeponpuaTUAX GoHAa, OPUEHTMPYET ceMbM B 0b6a1acTm
NpaKTUYeCcKUx 3HaHui o CMA.

Bcero 6b1010 17 BbINMYyCKOB paccbiKK. Paccbinky oTKpbiBatoT B cpegHem oT 70 go 50 % cemen (700 — 450
yenosek).

MpoeKT «AapecHasa NOMOLLb»

Momolb 6bina okazaHa 101 cembe Ha cymmy 2 365 000 py6aeit (M3 Hux 2 000 000 3a cyeT nepegaHHOro
PRO Bono nmyuiectsa, 3aKynaeHo 61arotBopuTensimm 1 nepefaHo cembam Hanpsamyto obopyaosaHue
Ha cymmy 303 000, CTOMMOCTb PacxoA0B Ha AOCTaBKY B PErMOHbI NPoXKMBaHMa — 62 000 py6.)

MpepocraBneHune pesepBHOro 06opyao0BaHuA

Mporpamma BpemMeHHOro NpeAocTaBAeHns pe3epBHOro ob6opyao0BaHMA NO3BOSET 06ecneynBaTb CEMbU
HeobxoaMmbiM 060pPYA0BaHMEM HA HEMPOAO/IKUTENbHBIN CPOK, KOTOPbIM Heobxoamum ana cbopa geHer
W NOKYMNKM UM nonyvyeHma 6ecnnatHo Heobxogmmoro ans 601bHOr0 MeguLMHCKOTro obopyaoBaHmA
(acnupaTop, oTkawnunsatens, HUBJI). Mporpamma nomoraeT nogaep*aTb CEMbIO B KPU3UCHOM CUTYaLMK
M OKa3aTb NOALEPKKY HA TO BPEMS, NMOKA CEMbSA HE HalAET BbIXO4, U3 C/I0KMUBLUENCA CUTyaumnn. Takxke
$oHA NpesocTaBnseT BOSMOXKHOCTb NPOBeAeHMA ANArHOCTUKM AblXaTeIbHOM CUCTEMbI NOCPEACTBOM
npoBeAeHUA HOUYHOM NYAbCOKCUMMETPUU. ANNapaT A/1A HOYHOM NY/IbCOKCUMETPUN OTHOCUTCA K pa3paay
obopyaoBaHuMA, KOTopoe HEeT HEOHBX0AMMOCTU MMETL B IMYHOM NOJIb30BAHUM KaXKAON CEMbE, T.K. OH He
NCNo/Ib3yeTca HENOCTOAHHO U NpeAHa3HaYeH A1a AMAarHOCTMYECKOM NpoLeaypbl, NPOXOANUTb KOTOPYHO
6blBaeT A4OCTaTOYHO 1-2 pasa B roa,.

3a nepwuog, c sHBaps no man 2019 obopygosBaHuMe 6bI10 NPEAOCTABAEHO:
OTkawnueatenb — 8 cembaAm

HWBM — 7 cembam

Mup cnnpoaoK (HOYHAA NyAbCOKCUMETPUA) — 65 ceMbsim



CBoAHble AaHHble N0 NOCTYN/IEHUAM U pacxoaam
BbnarorBoputenbHoro ¢oHga "Cembu CMA" 3a 2019 rop,

MocrynneHus Cymma %

YacTHble noxxepTBOBaHUA 1525 809 14
KopnopaTtueHble NoxepTBOBaHUA 5545 250 50
MoKepTBOBAHMA OT APYIMX HEKOMMEPYECKNX OpraHM3aLnit 2200 000 20
JeAaTenbHOCTb, NPUHOCALLAA 40X0A4, 1710000 16
WUroro 10981 059 100
MpoekT Cymma %

AZMUHUCTPATUBHbIE Pacxobl 643 967 7
MpoeKT «Agantaumna» 529 006 6
MpoeKkT «AgpecHas NoMoLLb AeTAM U B3poc/ibim co CMA» 1237009 13
MpoekKT "Topsayan AnHMA" 1158 000 12
MpoekT «Oby4yeHne 1 pa3BuTUe» 4675011 50
MpoekT «MHdOopMaLMOHHO-U3AaTENbCKUINY 816 004 9
MpoeKT «CTpaTernyeckne MHULMATUBbI» 227 003 3
O6wui utor 9 286 000 100




