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[Hoporve gpy3bs!

Cno>Ho NoBEpPUTb, HO eLLIe HECKOMbKO NET Ha—
3af 31 Tpy 6ykBbl — CMA - B MeanuUmMHCKon
KapTe 03Havanu, 4To caenaTtb HUYEro Henbas.
CerogHsl Mbl 3HaeM — MOXXHO, M MOXHO MHoroe!

OT meHn KoMaHAb! JOHAA Y BCEX POCCUNCKMX
cemei co CMA qa 6narogapto Bac 3a noagepx—
Ky 1 NoMoLLb, oka3aHHble Ham B 2017 rogy.
370T rog Mbl MOXXeM Ha3BaTb roOAoM 60MbLLUNX
nepemeH. Ha Halmx rma3ax meHsieTcs cyapba
ntoge co CMA no Bcemy Mypy: MoABRASHOTCA
HOBbIE TEPANeBTNYECKNE CPEACcTBa U, rnaB—
Hoe — nepBeoe B M1pe nekapcteo ot CMA. B
ByayLLEM 3TO MOXET NPUBECTU K TOMY, YTO AETU
co CMA cmoryT nony4aTtb NeYeHNe C NepBbIx
CYMMTOMOB, @ 3Ha4UT — YNy4LLUNTCA NX 3[0POBLE
1 KQ4eCTBO XN3HMW.

370 cTaBuUT nNepep Hamu rmobasnbHble 3aKa—

Y1: HOBOE NeYeHNe JOMKHO CTaTb JOCTYMHbLIM

1 Ons Hawmx cemei. B To e Bpems, BaXKHO
NpoaoXaTh HaLly KaxaoaHesHyo paboty. B
2017 ropy BMeCTE C BamMu Mbl NPEOAONEN BCe
TPYOHOCTW 1 NPOLOIXaNnu ABUraThCA Briepes.
CoTpyaHWKM 1 BONOHTEpPbI hoHAa npunaranm

YCUNMA K TOMY, YTOBbI KaXablI AEHb XU3Hb
Hawmx cemert co CMA cTaHoBunack npoLLe n
papocTHee. Mbl 1 Halm 3KcnepTbl NepeaaBanm
CBOW ONMbIT WU 3HAHWSI APYrIM NIOAAM W OpraHn—
3auusam, 4Tobbl cemby co CMA no Bcew cTpaHe
MOV XWTb JOCTOMHO 1 Nony4aTb Heobxoan—
MYHO NOMOLLb MO MECTY NPOXUBAHNSA.

Bnaropaps Hawwew paboTe 1 nogaepxxke 6naro—-
TBOpUTENEW, y cemern co CMA nossnsieTcs Bce
BonbLUe BO3MOXHOCTEN. A C KaXabIM HOBbIM
MOMOLLIHMKOM Mbl CTAHOBUMCS ELLIE CUMTbHEE.

C 60nbLUMMM HAOEXaaMK1 1 MnaHamm Mbl
Bxogum B 20718 roa 1 Hageemcs, 4To ¢ BaLlen
MOMOLLIbIO M NMOAAEPXKKOW Mbl CMIPaBUMCS CO
BCEMW TPYLHOCTSAMU, PELLIVM BCE NOCTaBMNEHHbIE
3afayv 1 nongem aanbLue. Halw nyTb — TonbKo
Briepes.

B aTom oT4eTe Mbl nocTapanick 0TMETUTL BCE
CaMoe BaXKHOE, YTO HaM yAanock CAenaTh B
2017 ropy.

Cnacwvbo Bam 3a nogaepxky!

Onbra N'epmaHeHko
Yupegutens choHaa «Cembu CMAY
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NHdopmauun 06 opraHnsaunm

BnaroteBoputensHbIn hoHp «Cembm CMAY nomoraeTt AeTam v
B3pOCIbIM CO CNMHANBLHON MbILLEYHOM aTPodIVEn 1 ApyruMm
HepBHO—MbILLEYHBIMY 3860N1EBAHUAMM U MX CEMbSIM.

®oHp paboTaeT no Bcen Tepputopun Poccun.

Pabota B thoHLe BegeTcsa No AByM HanpaBneHaM: okasaHne

NoMOoLLKM HenocpeacTeeHHo camum 6onbHeiM CMA 1 nx 6nmnskmum mn
paboTa Ha CUCTEMHbIE U3MEHEHWS C CUTYaLMEN 0Ka3aHNsA NOMOLLM
1 NOAAEPXKM CEMbSIM, B KOTOPbIX BOCNMTbIBatoTCA fet co CMA, n

B3pOCbIM nauneHTam.

Hawa muccun

Copencteue pa3BuUTUIO HaLMOHamNbLHOM 3thheKTUBHOM KOMMNEKCHOM
CUCTEMbI NOMOLLX W NOAAEPXKKN NALMEHTOB CO CNMHANbHOM
MbILLEYHOV aTpodvert N ApyruMn HEPBHO-MbILLEYHbIMUN

3aboneBaHUAMN.

NpuopuTeTHasn 3asa4a

ﬂOCTyI‘IHOCTb 1 CBOEBPEMEHHOCTb NOMOLUN KaX[0n CEMbeE.

Co3aaH 8 HONIGpe 2015 roaa

Y4ypeantenn

"epmaHeHko Onbra HOpbesHa

KKoOHTaKTbI:
+7 (495) 544 49 89

info@f-sma.ru

www.f-sma.ru

CMA - Bcero Al 6oAe3Hb.

MKu3Hb 6onbLie, vem CMA!
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CTpyKTypa poHAS

Moneuntenbckuii Coser

eae

nbs TaTbaHa CeeTtnaHa
MakcrmoB ["pamoH ApTembeBa
MpaBneHune MoHpga OvpekTtop MoHpa
Onusa Onbra Ivgnsa Onbra
AnekcaHvHa "epmaHeHko MoHwraBa "epmaHeHko
Mporpamma
Pa3Butue cucremsbl nomowm 6onsHbivm CIVIA
CvcTeMHbIe NPOEeKThI Hanpasnenve PaboTa ¢ cembsimu
MpoexT MpoekT MpoekT MpoekT MpoekT MpoekT
O6yyeHne  VHthopmaumoHHo— Crpatervdeckue ApanTtauna  AppecHas KnuHuka CMA
1 pa3BUTME W3AATENbCKUN NHMLUMATMBBI NoMoLLb
KomaHaa

PykoBoantens  KoopauwHaTtop KoopauHatop Mcuxonor HOpucr
nporpamMmbl nporpamMmbi no pa6ore Onbra Orner
Onbra TaTbsiHa € ceMbAMMN XapbkoBa [posnos
"epmaHeHko ['ybapeBa EneHa
KapnyxuHa
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KAlo4esbie AoCTVYKEeHUS

300 yenoBek NpuHaNK y4acTre 8o Il
KOHhepeHLUMK1 No Bonpocam NoMOLLy naum—
€HTaM CO CMHaNbHON MbILLEYHO aTpodmei
«KoHthepeHuma CMA». Cpean Hux 158 mean—
umHckmx cneumanucTos, 20 60nbHbIX CMA 1
122 poacTBEHHMKA BOSbHbIX.

[Ba gHA HacbILweHHoM paboTbl KOHepeHLmn
Mbl 06Cy>XAaNM Kak NpaBuIibHO OPraHM30BaTh
nomoLub 6onbHEIM CMA B COOTBETCTBUM C
MeXAyHapoAHbIMM CTaHAapTamu, kak 3a6o—
TUTBCA 0 IU3NYECKOM COCTOAHWUM U 4TO AenaTb,
KOrfa BO3HMKAaKT Npobnembl C AbIXxaHUEM, Kak
NpaBWIbHO OPraHM30BaTb NMTaHne 6oMbHbIX,
roBOPWNM 0 AOCTYMHbIX crocobax NeveHns, pea—
BrnnTaumMm 1 NoAREepPXXKN COCTOAHNS BOMBbHBIX.
O6cyxpanv HoBenwme pa3paboTku B 06nacTu
nekapcTBeHHon Tepanum ot CMA.

3 Bble3[HbIX 06y4atoLLMx Meponpu—
ATUA GbINW NpoBeaeHbl B TromeHn, KanuHnH-
rpape, ExatepvHGypre. Bcero B HUX NpuHSn
yyactue 245 yenosek, U3 HUX 173 MeguumH—
ckux cneunanunctos, 33 6onbHbIX co CMA n 39
popacTBeHHMKOB. OCHOBHLIMM TEMaMKn CeMU—
HapoB CTanu KOMMIEeKCHas NoMoLLb 6oMbHbIM
CMA, pecnupaTtopHas noggepxka u puanye—
cKasi Tepanusi.

B mae 6bin 3anyLueH Lmkn 06y4aroLLmx
BebuHapos «LLlkona pogutens». OcHoBHasn
Lienb LLKOIbl — MOMOYb POAUTENSIM pa306paTbCs
B 0COBEHHOCTAX 3aboneBaHns 1 HaUTW OTBETbI
Ha HakonuBLUMECS BOMpockl. B pamkax LuKonbl
BbIno NpoBeaeHo 6 Be6UHAPOB, B HWX NPUHANU
yyactue 172 yenoseka.

B ceHTa6pe 2017 choHa ochuumansHo
BCTYNuN B MexayHapoaHyto Accoumauuio CMA
EBpona (SMA Europa) — 30HTMYHas opraHn—
3auus, KOTopas CoCcToMT U3 16 NauneHTCKnx
opraHusauui no CMA 13 14 eBponenckmnx
cTpaH. OcHoBHasA Lenb 06beAMHEHHO eBPO—
nevickon CMA accoumnaumm — ynyHLueHne Kadve—
cTBa Xu3Hu nogen co CMA 1 ctumynvposaHue
Hay4HbIX ¥ MEOULIMHCKNX UCCNef0BaHNniA BO
Bcex obnactax CMA.

Ha cante doHpa onybnunkosaHo 50
CTaTen 0 Hay4YHbIX UCCMEROBAHUAX B 06na—
¢t CMA 1 KNMMHMYECKUX UCTIBITAHNSX HOBbIX
NeKapCTBEHHbLIX MPEnapaToB.

B pamkax npoekTa «KnuHuka CMA»
6bIno opraHn3oBaHo ¥ NpoBeaeHo 12 BCTped
1 12 oby4aroLLmx NeKUnin Ha TeMbI, KaCaKOLLN—
ecst CMA 1 pasnnyHbIX CTOPOH XW3HW C 3TUM
3abonesaHnem. ObLLee KONMHECTBO KOHCYb—
Tauun MeguumMHcKux cneumannctos — 420.
Bcero cneuvanictamu 66110 MPOKOHCYNLTUPO—
BaHo 117 nauneHToB. 13 H1x 19 6onbHbIX N3
MockBsebl, 98 n3 pervioHos Poccun.

B pamkax npoekTa «Agantauusi»
KOMMMEKCHyY NogaepxKy nonyymnu 88 cemei.
3 Hux 31 — HoBoamMarHocTMpoBaHHble. Kpome
Toro, B thoHg nocTtynmno 6onee 900 3anpo-
COB No pasnu4yHbIM acnektam CMA oT gpyrux
cemei. O6LLEee KONMYeCTBO CeMEN, KOTOPbIM
nomoraet choH Ha koHey, 2017 ropa - 511.

C mas B (hoHae nosiBunack Bo3—
MOXHOCTb 0Ka3bIBaTb NPOECCHOHANbHY
MCKX0NOrMyeckyto NomMoLLb. [NoMoLLb nony4unm
38 cemen. Bcero nposegeHo 147 ncuxonorn—
YeCKMx KOHCYNbTauuni.

MaTepuranbHas nomoLLb oka3aHa 61
cembe 13 31 pervioHa Poccun. 3akyrnneHo un
nepenaHo o6opynoBaHve Ha cymMmmy 363 ThicHum
py6new. Mony4eHo PRO-bono v nepenaHo nmy—
LLIecTBO Ha cymmy okono 2 997 Tbicay pybnew.

Bonee 500 60nbHbIX COCTOANO B pee—
ctpe CMA Ha koHey 2017 roga. 700 cemeit co
CMA n3 Poccumn n CHI™ cocTosT y4acTHrKamm
rpynnbl NOAAEPXXKM hoHAa B COUManbHbIX CETSX.

B 12 pervoHax BonoHTepbI-KOOpPAN—
HaTopbl M KOOPAMHATOPCKME IPynbl NOMorasnm
cembsiM co CMA. Bcero B faHHbIX pernoHax
npoxweaeT 6onee 180 cemen ¢ aTm gnarHo-—
30M.



KpaTKue ¢paKkTbl 0 CNMHAALHOW MbILLEYHON aTpochun

NeHeTuKa

CMA — reHeTn4ecKoe nporpeccupytoLlee
HepBHO-MbILLeYHoe 3abonesaHue. Mpuyn-
Hon 3aboneBaHuns — myTauma B 4acTy OHK,
Has3biBaemon reH SMIN1.

CMA — nepsas npu4vHa CMepTHOCTU JeTen
00 2 net.

Kax gkl CopoKoBOW XMTenNb HaLlen nna—
HeTbl —300p0BbI HocUTENb. BonbLUMHCTBO
HocuTtenen CMA paxe He goragbiBatoTcs 06
3TOM.

BeposTHocTb poxaeHus pebéxka co CMA y
LBYX HocuTenewn paBHa 25%.

OpmH 13 10000 HoBOpOXAEHHbIX Mo BCEMY
Mupy poxgaetca co CMA

[No cTtatucTrke, kaxpabii rog B Poccum pox-—
naetca 300 peten co CMA.

CMA mMoxeT 3acTaTb Bac B Ntoborn cemMbe 1 B
nobo ToUKE NNaHEeTHI.

{o}

Mexanuuam CVIA

BonbHble CMA TepstoT cnocobHoCTb
yNpaBnsaTb CBOVM TEIOM BMOTh 40 MOSHON
HecrnocobHOCTM ABUraThes. A ¢ passutrem
60ne3Hu — eLLe 1 BO3MOXHOCTb CAMOCTOA—
TenbHO rMoTaTh U AbllLUaThb.

[Mpwn aTom 3aboneBaHWM MbILLILbI HACTONBLKO
ocnabreHbl, 4TO He NO3BONAT CAaMOCTO—
ATENbHO XOAWTb, CUAETL UKW YAEepPXnBaTh
ronos.y.

Y 6onbHbIx co CMA HekoTopble pechnekTop—
Hble AefICTBUA, TaKune KaK rnoTaHve, KaLlenb
1 AblXaHue, 3aTPyAHEHbI, 8 MHOTAa HACTONb—
Ko cnabbl, 4To HeadhtheKTNBHbI.

['/paMoTHO BbICTPOEHHAas exxegHeBHas
paboTa co BTOPUHHBLIMU OCIIOXHEHUAMMU,
MeHe)XMeHT CeKpeLun 1 pecnumpaTopHas
nogaepXxKa 3HauMTeNbHO yBENNHMBaOT
NPOAOIKUTENBHOCTb M KAYECTBO XU3HW.
[na nogaepXxaHns XXn3Hu Hy>xHa cneum—
anbHas AOporocTosLLas MeauLUmMHeKasn
annapatypa.

Hetn co CMA o4eHb pasHble. HekoTopble
CTaHOBATCA B3POCIbIMU, @ HEKOTOPbIE YMU—
patoT B MnageH4ecTBe. [1epBble cMMATOMbI
MOryT MOABATCA Y>Xe B Nepuof HOBOPOXAEH—
HOCTW, @ y KOro—To Tonbko B Bo3pacTte 30
net. HekoTtopble naumeHTsl co CMA He moryT
[axe NpunogHATbL FonoBy, a Apyrue — co—
XPaHsAT CNOCOBHOCTb XOAWTL AOCTATO4HO
Aonro.

Tunelr CMA

CywlectsyeT 4 TUnNa CnMHanbHOM MbILLEYHOM
atpodomu. Tunsl CMA ycTaHaBnvBatoTcs
KIMMHUYECKW, B 3aBUCUMOCTY OT COCTOAHMA
6051bHOM0 1 ero crocobHoOCTEN.

CnuHanbHas mbllevHasa aTpodms | Trna
NposBNSAETCA B BO3pacTe [0 Nonyrofa n
XapaKTepu3yeTcs HeCNoCoBHOCTb AepXaTb
ronoBy, CaMOCTOATENLHO CUAETL M NEPeBO—
pa4ymsatbcs. [py eCTECTBEHHOM TE4EHNM
3aboneBaHns NauMeHTbl NornbarT Oo 2 ner.
OpHako cBOeBpeMeHHas pecnmpaTopHas
nopaepxka (VIBJ1) MoxeT yBenninTb Npo-
LOMXNTENbHOCTb XW3HN pebeHka.

CMA tun Il. MMepBble CUMNTOMBI 3TOr0 38—
HonesaHVsA NPOSBAAIOTCA B BO3pacTe 0T No-
nyroga go nonytopa net. Manbiwumn co CMA
BTOPOro TMMa MoryT cuaeTb 6e3 nogaepxku,
HekoTopble — JaxKe NonsaTth UK CTOATb,
0[HaKO C NpPOrpeccmpoBaHnem 6onesHn atn
HaBbIK/ MOCTEMNEHHO TEPAIOTCA.

CMA tun lll pebrotnpyeT y feten ctapLue
nonytopa net. 31ot Tin CMA nporpeccupyet
MeganeHHo. BonbHble ¢ TPETLUM TUMNOM MOryT
XOAWTb CAMOCTOSATENbHO, NOCTEMNEHHO Tepss
3TOT HaBbIK W K NOAPOCTKOBOMY BO3pacTy
cafAcb B Konscky. [py Hambonee MArkom
TeYeHUN CNoCOBHOCTb CAMOCTOATESNLHO
XOAWTb MOXET COXPaHWUTLCA A0 B3POCOro
BO3pacTa.

CMA tun IV nposiBnsieTcs BO B3pOCNOM BO3—
pacTe, BCTpe4aeTcs KpalHe peako 1 UMeeT
MArKoe Te4eHue.

JlekapctBO

[NepBoe nogaepxvBatoLLee NekapcTso oT
CMA 6bino 3aperucTtpuposaHo B CLLIA B ge—
kabpe 2016 rogan s 2017 rogy B Espone.
B Poccum npenapat noka He 3apernctpu—
poBaH.

Jleyenwve nepsbiM nekapctsom ot CMA no-
XKMN3HEHHbIN NOCTOAHHbIN Nprem nNpenapara
C BbICOKOW cTOMMOCTbH0. CTOMMOCTbL NepBo—
ro roga nevexus coctasnaeTt 750 Tbicay
nonnapos. Bcex nocnepytowmx 375 Thica4n
[0Nnapos.

B nocnegHue rogel nosenseTcs sce 6onbLue
nccnenoBaTenbCKUX NPorpaMMm, Hanpas—
NeHHbIX Ha MOMCK CPeACcTBa, KOTOPOE MOXET
nomod4b B 60pbbe co CMA. B 2016 rogy
npoBoAMnock cpasy 18 akTuBHLIX NporpaMm
nccnenoBaHuin, U3 KoTopbix B Ha cTagum
KIMMHUYECKUX UCTbITaHWI Ha YenoBeKe.

B 2018 rogy nporpammbl KIIMHUHECKMX
McMbITaHW 0TKpotoTCA 1 B Poccuinckoin
chepepaumm.



Peectp

B Poccuirckon henepaummn He BegeTcs ohuumanbHON CTaTUCTUKKL MO KonudecTsy 6onbHbix CMA.
MbI MLLEEM TAKMX MALMEHTOB 1 COBMPaEM 3TV JaHHbIE B PEECTP, — 3HATb CKOJIbKO HAac — NepBhbIf Luar

K peLueHunto npobnem.

511 4enosek, KOTOPbIE NpUcnanu B hoHA,
CBOW JaHHbIe, @ 3Ha4UT, FAe—TO HALLMN Unn
ycrbILanu nHhopmMaLmio o Hac.

Y 85% n3 Hux gnarHo3 yxxe noaTsepxaeH
reHeTndecku. 1 tonbko 30% 13 HUX genanuv
aHanma Takxe Ha KonM4ecTBO Konumn
nybnupytoLLero rexa.

110 peten (22%) ¢ apnarHozom CMA1T -
cambiM TsxxenbiM Tunom CMA, 6e3 gonxHom
NMOMOLLM 1 pECNNPaTOPHOM MNOAAEPXKKN
NPVBOAALLIMM K CMEPTY B NEPBbIE rofbl XXN3HN

261 naumenToB (51%) co CMA2 tuna - Te,
KTO HMKOrAa He MOr XOUTb CaMOCTOSTENbHO
1 camMoro paHHero Bo3pacTa 6bin BbIHYXXAEH
nepeaBUraTbCs TONbLKO HA UHBaNMAHOM
Konsicke

133 nauwmenTtos (26%) co CMA 3 tnna -
TaK Ha3blBaeMoW B NUTEPaType «MArkomny
thopmor 6onesHu, koTopas co BpEMEHEM
BCE paBHO NPMBOAUT B HEOBX0AMMOCTH
MCMONb30BaTb KOMACKY ANs NepeasuKeHns.
Y KOro—To B paHHeM BO3pacTe, a y Koro—To B
NoApOCTKOBOM WM AaXe B3POCIOM. TOMbKO
58 13 HKX Ha TeKyLLMI MOMEHT COXPaHSAIOT
BO3MOXXHOCTb XOAWTb CAMOCTOATENLHO.

Camomy mMnagLuemy y4acTHUKY peectpa 2
mMecsLa, caMmomy cTapLuemy 56 ner.

CMA He penaeT reHepHbIX pasnu4nn,

T.4. COOTHOLLIEHWE MarlbyMKOB 1 AEBOYEK
NMpYMepPHO OAVMHAKOBOE:

Heso4ek — 279 (54%), manbunkos 232 (46%)

CamoCTOATENBHO MOrYT MUTaTLCA TONbKO 245
Yenosek, AblLaTb 236.

33 4yenoBeka HUKOra He Mo Aaxe
yaepxuBaTh ronosy. Xoantb mornun 133
Yernoseka.

OtcyTcTBYHOT AethopMaumnm Tonbko y 63
YEroBeK.

BonbLUMHCTBO AeTern 13 N3BECTHbBIX HaM
(6onee 10 B 0gHOM pPErVIOHE) NPOXMBAIOT B
KpacHopapckom kpae, Mockse n MockoBckor
o6nactu, PocTtoBckon o6nacTun, Ceepanosckomn
o6nacTu, CtaBpononsckom kpae, TIoMeHCKom
obnacTtu n Pecnybnuke TaTtapcTan.

MpakTnyeckn HUKTO 13 511 He nonyyaet
KOMMNEKCHOM MEAVLIMHCKOM MOMOLLM 1
obecneyeHns MeauLUMHCKMM 06opyaoBaHem
1 TCP Ha ToM ypoBHe, KOTOpbIN HeoBxogum
nogam ¢ guardosom CMA.

3a 3TMMK CTaTUCTUHECKUMU BblKfiagkamMu CTOAT XXN3HN KOHKPETHbIX cemen,
XUBbIX OeTen n B3pPOCIibIX, KOTOPbIe BCE CUJbl OTOAT 60pb68 c 6oNnesHbo 1

HY>XOaHTCA B HaLLen NOMOLLN.




I i'ostpuTEAbHan nporpamias

PBBBMTME cucremal nomou.m EOI\beIM GMA

i
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aMwvia H p 'Ha BC 2€ pasBuUTVe 1 oKasaHue

- e r|0|v|0|_|_|,|/| H6onbHBIM CAUHANBHO i ‘ opuen n nx L e
e - B ceMiam Ha TeppuTapun PP 1 aenal ,nosblmeHM_ =
——— - b ee Ka4yecTBa, BHeApEHNE COBPEMEHHbIX MOAXOA0B N METOAMK, i

CTaHAapPTOB OKa3aHUsA NOMOLLM, Pa3BUTUE MHDOPMNPOBAHHOCTM O

3aboneBaHun, kBanugnkawumm, 3HaH1M 1 HaBbIKOB CMeLnanMcToB,
- 3aHATbIX B 0Ka3aHuy nomoLum 6onbHbiM CMA, pa3sutire nomoLm

B pervoHax.

PaboTta B nporpamme BeAeTcs No ABYyM HanpaBneHVsaM: OKa3aHne

NMOMOLLX HeENocpeacTBeHHO camum 6onbHbIM CMA 1 1x 6nnskmum

1 paboTa Ha CUCTEMHbIE U3MEHEHUS C CUTyaLMen oKa3aHns

MOMOLL 1 NOAAEPXKKN CEMbSAM, B KOTOPbIX BOCMUTLIBAKOTCA AETU

co CMA v B3pocnbiM nauneHTam.



Mpoext O6yueHve n passutue

KoopauHatop npoekra:

TaTtbsHa ['ybapeBa
tatyana@f-sma.ru

Y1o mbl genaem?

KoHdhepeHuun
1 CeMUHapbI

Lncppe

712 yenosek
MPVHANW y4acTne
B 06y4aoLLmX
MEPOMNPUATHAX
choHna

2-1 exerogHas
KoHdhepeHuus no
BOMpocam NomMoLL
6onbHbIM CMA
npoLuna B Mockee

Pecypchbi:

2 I8

1 373 TbIC. 74

pybnen
BOO
[ -
BebuHapsbl
382 6onbHbIXx CMA 1

NX BIN3KMX NONy4nIn
3HaHNA 06 0COBEHHOCTAX
3aboneBaHusa U MeToaax
yxoga

6 o6yqatoLLmx
BebrHapos 6bino
NPOBEQEHO B paMKax
«LLIkonbl pogutensy. B
HWUX MPUHANW yYacTume

172 cnywatens.

BOJIOHTEPA

BobicTynneHus
Ha MepOonpUATUAX

330 vepguumHckmx
CMEeLman1cToB
cotpygHukos HKO n3

31 perviona Poccun
MPUHSANY y4acTve B
0YHbIX 06Yy4aoLLMX
MeponpuaTUax hoHaa

3 BLIe3HbIX 06y4aoLLIX
MeponpuaATUA BbIno
OpraHn30BaHo 1
npoBegeHo hoHOOM B
pernoHax

O6y4yeHue u passutTue

Kakyro npo6nemy pewsaem

HosonbHo 4acTo 6onbHo co CMA He nMeeT BO3MOXHOCTU MOMY4UTb BECb CNEKTP HEOBX0ANMBIX
YCNyr B PernmoHe CBOEro NPOXMBaHWUA 1 He nony4aeT Heobxoanmon nHdopmaumm o 3abonesaHum.
PopcteeHHMKM 6oMbHbBIX BbIHY>XAEHbI TPATUTL CUMbl U BPEMS, Ha To, 4To6bl fgobpaTbcs A0 MECTa,
rAe M MOryT 0Ka3aTb NoMoLLk. HekoTopble 6onbHbIE 1 BOBCE 0Ka3biBatoTcsA 6e3 Heobxoamon
nomoLum. Pogutenu, BnepBble CTONKHYBLUMCH C 3a6oneBaHnem, He 06nafaloT HeobXxoAMMbIMU 3Ha—
HMSMU 1 HaBblkaMu Ans yxoaa 3a 6onbHeiM co CMA.

CyLuecTByoLLasA B f@HHbIN MOMEHT cucTema 06y4eHnsa MeaULIMHCKMX CNEeLManMcToB He No3BoNseT
nony4nTb BCE HEOBXOAMMbIE 3HAHWS U HaBbIKM ANA paboTbl C NauMeHTaMm ¢ peakuMmn 3abonesa—
Husmu. Bpayvam 1 nepcoHany, paboTatoLemMy ¢ Takumm NaumMeHTamu, He xeaTaeT MHdiopMaLmK,
NPaKTUYECKUX 3HAHWI U HaBbIKOB ANA ka4eCTBeHHOM paboTbl. OTCYTCTBME KOMMETEHTHBIX CrieLm—
anucToB OCTaBnAeT MHOrMx nauneHTos co CMA 6e3 nomMoLLm 1 yXyALLIaeT Ka4eCTBO XU3HMW.

LUenb

YnyuLIeHVe Ka4ecTBa AMarHOCTVKU, MEOVLMHCKOW, COLManbHOM, MCUXOMNOrMYeckom 1 Opyrix hopm
nomoLLy naumeHTam co CMA, o6ecneyeHne fOCTYNHOCTV U CBOEBPEMEHHOCTW 0Ka3aHUA 3TON
MOMOLLW, POCT KOMMNETEHLUM CNELMANUCTOB U BIM3KNX BOMbHbIX.

MosBneHne «ceTuy» cneumanncTos, paboTatoLyx co CMA no coBpeMeHHbIM METOAVKAM B KaXA0M
pervioHe. [JoCTyNHOCTb KBanuguLMpoBaHHOM NOMOLLM KaxaoMy naumeHTy co CMA B pervoHe npo-
XKMBaHWS.

CyTb npoekTa

B pamkax npoekTa NpoxoasaT pasnuyHoro poga oby4atoLme meponpuatus. [poBogaTca cemmnHapsl,
oHnanH-BebrHapbl 1 KoHepeHLmK, C AOKNaaaMm1 BbICTYNaT BeAyLLME POCCUMNCKNE 1 3apybexHble
CrneunanncTbl N0 PecnMpaTopHON NOAAEPXKKE, HEBPONOrnW, ANETONOMN, NCUXONOrnK, h3NYECKown
peabunutaumun n abunutaumn. MeponpusaTa noceLlanT MeaULIMHCKUE CNeumManmncTbl, MCUXonoru,
coumarnbHble paboTHWKKW, PyKOBOAMTENV 34paBO0XpaHeHWs, a Takxxe 6onbHble co CMA v nx 6nmskue.
Bepnetcs paboTa no BbIABNEHUIO CNELMaNMCTOB, 3aMHTEPECOBaHHbIX B paboTe ¢ naumeHTamm co
CMA um npefcTaBnsieTcs BO3MOXHOCTb Nony4nTb 6onee yriy6neHHble 3HaHWsS U HaBbIKU B AAHHON
obnactun.
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Il exxerogHaa koHdepeHUMa NO Bonpocam NomoLwy 60nbHbIM
cnuHanbHoW mbiweyHon atpocmen «KoncepeHuus CMA»

300 Bpayeit, MeACcecTep, COTPYAHVKOB
nponnbHbIX HEKOMMEPYECKMX OPraHn3aLmi,
60nbHbIX CMA 1 nx 6nnskmx 13 MockBbl 1 perv—
oHoB npuexanu Ha |l exerogHyto KoHdepeHumio
1o BOMPOCaM NOMOLLM GOSbHBIM CNVHAMNBHOM
MbleyHon aTpodiven «KoHdepeHums CMAY,
4T06bI NOCNYLLATH NEKLWM BEYLLMX 3KCMEPTOB
Poccun, Bennkobputanum n CLLIA.

[Ba oHA HacbILLeHHOM paboTbl KOHhepeHLmn
Mbl 06Cy>XAanu, Kak NpasnnbHO OPraHM30BaTh
nomoLLb 60MbHbLIM CANHAMNBLHON MbILLEYHOMN
aTpodiver B COOTBETCTBUM C MEXAYHAPOAHLIMU
CcTaHpgapTamu, kak 3aboTuTbes 0 hrnsnye—
CKOM COCTOSIHUM 1 YTO AenaTb, Koraa BO3HU—
KaroT NpobnemMs! ¢ AbIxaHeM, Kak NpaBunbHO
OpraHn3oBaTh NUTaHve 6onbHbIX, FOBOPUN 0
LOCTYMNHbIX Crnocobax nevexHns, peabunuraumm
1 NofaepXKn cocTosaHus 6onbHbIX. O6cyxaanm
HoBewLwve pa3paboTku B 06nacTy nekap—
cTBeHHon Tepanum ot CMA.

«KoHhepeHuma CMA» aBnseTca cambimM
MacLuTabHbIM B Poccum meponpusitvem,
NOCBALLEHHbIM BONPOCaM NOMOLLM NauneHTam

C HEPBHO-MbILLIEYHBIMU 3a60neBaHnsMu,

1 YHVKanbHOW NroLLaakon obMeHa peakumm
3HaHUAMU Y1 LIEHHBIM OMbITOM MEX[Y pOCCuii—
CKUMU 1 3apyBexxHbIMY creunanuctamu. Cpegm
OCHOBHbIX 3aAa4 MEPONPUATYS — MPOCBETU—
Tenbckas paboTta 1 06y4eHVie METOAAM NMOMOLLN
naumeHTam co CMA, ny4yLimm MyupoBbIM Npak-—
TUKaM 1 NMOAX0AaM yXxofa v NeveHus GorbHbIX
HepBHO—MbILLEYHBIMY 3a60MEeBaHNAMM, NpakK—
TUYecKoe 06y4eHVE CNELMAnUCTOB 1 POOUTENEN
NaLneHToB.

KoHthepeHums nossonuna npnobpectu npak—
TYEeCKMe 3HaH1A No MeTofam yxoaa n segeHna
neren un B3pPOCIbIX C 3TUM OMarHo3om, nony4nTb
nHhopmaumio o Heobxogumom o6opyaoBaHUM
Ona noaaepXaHna CoOCTOAHVA NauMeHTOoB,
crocobax fApIXxaTesibHoM NoAaepXKN, NePeHsTb
HaKOMMEHHbLIV OMbIT 1 MO3HAKOMWUTLCH C HOBbIMA
crnocobamu 6opb6bbI € NposiBNeHVAMK 3abone—
BaHWsA. 3T0 MOMOrI0 PacLLUMPUTL KPyr cneuma—
MMCTOB, CNOCO6HbIX NONHOLEHHO OCYLLIeCTBNATb
HabnogeHne 1 0KasblBaTb NOMOLLb HEPBHO—
MbILLIEYHbIM MauneHTamMm, obecneynTb NONHO—
LIEHHYH XN3Hb CEMbAM C 3TVM OMarHo30M.

CemuHap no pa6ore ¢ getbmu co CMA, KanunuHrpap

26-27 thespana B KannuHuHrpage npoLuen
6a30BbI1 CEMVHAP N0 OCHOBHLIM NPUHLMNAM
paboTbl ¢ aetbMmu co CMA. CemuHap 6bin
MOCBSILLEH OCHOBHbIM acrneKTam, KoTopble
CreayeT yYuThIBaTh NPY 0Ka3aHU1 MOMOLLM
naumeHTam co CMA, nogxofam K KOHCYNbTUPO—
BaHWIO 1 paboTe C CEMbSIMM, OpraHN3aLMOHHbIE
MOMEHTbI MPU ConpoBoXaeHun aeten co CMA
1 OpYrvMy HEPBHO—MbILLEYHLIMU 3a6oneBa—
Husimn. OcoBoe BHUMaHWE BbINo yaeneHo npuH—
LMnamM opraHu3auumn HabnoaeHys 3a naumneH—
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Tamu Ha VIBJ1 B pomaluHmx ycnosusx. Kpome
TOro, 4OKTOP aHeCcTe3nonor—peaHnumaTonor
AnekcaHapa J1eBOHTVH MpOKOHCYNbTMPOBana S
petern co CMA, npoxuBaloLyx B permoHe.

MHnumaTtopom cemuHapa BbicTynun bnarotso—
puTenbHbI LieHTpa «Bepto B Hygo». MaBHbIMK
y4aCTHUKaMW CTany COTPYAHUKM BblE3[HOM
cny>x6bl LIEHTPA U COTPYAHVKM MECTHOW 6onb—
HUMLI, B KOTOPOM HAXOAUNMCL Ha NEYEHUN [ETU
co CMA.




CemuHap «ConpoBoxxaeHue 60/bHbIX C HEPBHO-MbILLEYHbIMMN
3aboneBaHusamu», ExarepuHbypr

24-25 mas B EkaTtepuHbypre nporuen Mexpe—
rMoHanbHbI cemyHap «ConpoBoXxaeHve
60nbHbIX C HEPBHO-MbILLEYHbIMK 3aboneBa—
HuAMKY. B HEM npuHann yvacTue okono 130
4YenoBeK — 3TO Bpa4u 1 poanTenu naueHToB
He Tonbko 13 ExatepuHbypra n Ceepanos-—
ckorn 06nacTu, HO U 3 COCEAHWX PErMOHOB.
MeaunumHckue cneumanucTbl n3 MockBel,
KOTOpbIE NpUexanv BMECTE C COTPYAHNKAMU
Haluero dhoHAa, He TONbKO NoAENUNNCh CBOVMU
TEOPETUHECKVMM 3HAHUSAMMN 1 NPaKTUHECKMMM
HaBblkamy paboTbl C AETbMU, HO Y BMECTE C
MECTHbIMMN CMeLnanMcTaMmy NPOKOHCYNbTUPO—
Banu 17 cemen, B KOTOPbIX €CTb NaLNEHTbI C
HepBHO-MbILLeYHbIMK 3aboneBaHnsamMu. Tonbko
Takas hopma B3aMMoLenicTBMSA N03BONAET
nepeHnMaTb NPaKTUYeCKnn onbIT paboThbl

C CeMbSAMM 1 Ha NPaKTUKE Norpy3nTbCa U
0CBOUTbL HeobxoAMMble HaBblkM Ana paboTbl C
LETBEMM 1 NOAPOCTKaMMN C HEPBHO—MbILLEYHbIMY
3abonesaHuAMMN.

Ha CeMUuHape paccMaTpuBanncb TEMbI:

+ OBLLME NPUHUMNbBI OKA3aHWUSA NOMOLLN
naumneHtam co CMA, opraHnsaums paboTbl ¢
cemMbaAmMU. [NepcnekTBbl MEANKAMEHTO3HOI0
neveHns CMA, MvpoBoR onbIT.

« [pnmeHeHne chmsmyeckon peabunn—
TauuM NpU 0Ka3aHM NOMOLLM NaLMeHTam
co CMA v gpyrmmm HepBHO—MbILLEYHBIMU
3abonesaHnsaMN.

» OcobeHHOCTV OpTONEANYECKOro CONpoBO—
XAEHWS NaLUMeHTOB C HEPBHO—MbILLEYHBIMU
3aboneBaHMAMN.

« VickyccTBEeHHAA BEHTUNALMA Nerkux y geten

B AOMALLIHMX YCNOBUSAX — KA4YeCTBO XMN3HM
pebeHka v ero cembn. PecnpaTopHbiii MeHe i~
XXMEHT B CCTEME 0Ka3aHWs NOMOLLM As naum—
EHTOB C HEPBHO—MbILLEYHBIMW 3a60NeBaHNAMM.

OpraHv3aumns cemMmyHapa cTana yCcrneLuHbIM
OMbITOM COTPYAHWUYECTBA MEXAY HECKONMbKUMM
HKO 1 MegnMUMHCKMMI YYpEXAEHVSIMA, OKa3bl—
BaOLLYIMU NMOMOLLb MaLUMeHTaM C pasnuyHbIMA
HEepPBHO-MbILLEYHBIMU 3a60/1EBaHUAMU: (DOHL
nomoLum xocnucam «Bepay, Bnaroteopu-
TenbHbIn hoHa «PoHp Ponamanay, BX® «3a
petckyto ynbibkyy, FBY3 CO «OOKB Ne1».

Hay4Ho-npakTnyeckas KoHdepeHuns «AKTyanbHble BONPOChI MOMOLYA
CeMbsiM CO CMWHAJNIbHON MbillleYHoi aTpodmein», TioMmeHb

27-28 aHBaps B TtoMeHW COCToAnack Hay4Ho—
npakTuyeckas KoHhepeHUmsa K AKTyanbHble
BOMPOCHI MOMOLL CEMbSIM CO CMHANbHON
MbILLIEYHOW aTpodhnemny.

["maBHoOM Temol KoHhepeHLnn cTany ocobeH—
HOCTV pecnvMpaTopHO NOAAEPXKKM Npu
CNVHanNbHoOM MblLLeYHo aTpodun. Hemano
6bIN0 cKa3aHO 0 BEHTUAALMOHHOM NOJAEPXKE
1N METOAAxX 04MCTKM AbIXaTenbHbIX MyTew,
ObIXaTenbHOWM rMMHAacTUKe, Bblbop cTpa—
TEervn pecnupaTopHOro CONpPoOBOXAEHWS.
Oco6oe BHUMaHWE yaenvnu TepanesBTn4eckom
NMOMOLLIM BO BPEMS PECNMPATOPHBIX MHADEKLNIA.
Bbinn 3aTpoHyTLI TEMBI PA3BUTUA CUCTEMBI
oKkasaHusa nomoLuy 6onbHbIM CMA, BaXXHOCTb
[NHK-gnarHocTrkm, ncnonb3oBaHns Mexay—
HapOAHbIX LLKan OLEHKN MOTOPHbIX HABbIKOB.
KoHdhepeHums cocTosina 13 Asyx 61o0koB —
TEOPETUYECKMI 1N NPaKTUYECKNIA.

B koHhepeHummn npuHsno y4actue 6onee 100
cnywartenew. 11 cemei n3 TromeHcko obnacTtu
y4acTBoBanu B I'IpaKTI/I‘-IeCKOVI 4acTmn ceMun—
Hapa, B Xx0[e KOTOpOoW Kaxaas CeMbs nonyqmna
MHOVBUAYanbHYO KOHCynbTauuio. bnarogaps

[eTansHoMy pa36opy COCTOSHUA KaXaoro
pebeHKa, Mony4Mnoch He TOMbKO «B TEOPUUY
06CyanTb BaXXHOCTb CBOEBPEMEHHOM pecnnpa—
TOPHOW NOMOLL, HO Y BbIATW Ha NPaKTUYeCKoe
0CBOEHWE BCEro KOMIMEKca PecrnmpaTopHom
nomoLLM, Heo6X0aAMMOro AETSAM U MOAPOCTKaM
co CMA.

OpraHvsaumns MepONPUATUSA CTana BO3MOXHOM
Hnarofaps BbICOKOW 3aUHTEPECOBaHHOCTU B
pasBUTUN CUCTEMbI NOMOLLM AeTAM co CMA
Bpayer TroMeHCcKor 06rnacTi, a Takxe akTUBHOW
No3unumn KOOPAMHATOPCKOW rpynrbl poauTenem
B PErvoHe.

KoHthepeHums opraHm3oBaHa COBMECTHO C
TiomeHckvM 6naroTBopuTENBHLIM NPOEKTOM
«Kntoy K xusHuy, @b 0YBO «TromeHckumin
rocyaapCTBEHHbIN MEeNLIMHCKUIA YHUBEPCUTET)
M3 Pd, TAY3 TO «[eTckumin ncrMxoHeBpono—
rMYecKkunin ne4ebHo—peabnMTaumoHHbI LEHTP
«Hapexpaa» n npoBefeHa npv NoaaepxKe
[enaptameHTa 3gpaBooxpaHeHns TioMeHcKom
obnacTw.



Likona poaurtens

B mae mbl 3anycTtunm umkn obyyatoLLmx mepo—
npusaTtun «LLikona popgutenay. OcHoBHasA Lesb
LLIKOSbI MOMOYb POAUTENSIM pa306paThCs B
ocobeHHocTAx 3aboneBaHVs, NpuobpecTy 3Ha—
H¥s, HeoBxoaMMble As YX0Aa 3a NauveHTamu.
B pamkax Lwkonbl Mbl npoBoauM 0by4atoLme
Be61HapbI U 04HbIE BCTPEYM MO CaMbIM BOJTHY—
toLmm pogutenen geten co CMA 1 B3pochbIx ©
3TUM AMArHO30M TEMaM 1 BOMPOCaM.

3a rog Mbl npoBenu 6 BebuHapos. B Hux npu-
HAMno y4actue 172 cnywatens.
TeMmbl Be6UHapOB:

«CnuHanbHasa MbllleyHas anOCbI/IFl, NPUYnHBI
anarHocTumkan

«CnuHanbHas MbllleYHas aTpodna: 4To Aansb—
we?»

«4T0 Takoe npeHaTanbHasa AMarHocTvka v npe—
MMMNMNaHTaLUMoHHaA reHeTUYecKana AMarHocTuka
mrg»

«MpuHaTHe 6onesHn. B 4em cmbicn?»

«ATnaHTbl gepxat Hebo... unn kak cbepe4b
cnuHy CMA-poguTento»

«Minnotepanus npyn CMA — 4To HyXHO 3HaTb
poguTenam?y»

BbICT\IHHEHI/Ie Ha MeponpuaTuax

YyacTue 1 BbICTYNNEeHNE Ha MeOULIMHCKINX U
06y4atoLLmx MEPONPUATUAX, MPOBOAUMbIX Ha
TeppuTopun Poccumn — 3To NpekpacHasi Bo3—
MOXXHOCTb pacckasaTb O CyLLEeCTBOBaHUM hoH—
na un aktuBHocTK coobLlectsa CMA B Poccun,
npvBneyb BHUMaHWE K CNINHANbHON MbILLEYHOM
aTpomm, ee 0COHBEHHOCTAM U NOTPeBHOCTAM
6onbHbIX ¢ 3TM 3aboneBaHmeM. [ogenuTcsa
3HaHMAMU, NOMYyYeHHbIMM 0T 3apyBeXHbIX KO-
ner unn HapaboTaHHbIMW hOHAOM B NMpoLecce
0Ka3aHMA NoOMOLLM TaknM BonbHbIM. Hanagntb
B3aUMOenCcTBME C MeaMLUNHCKUMM Cheumn—
anMcTamm 1 NpyBnedb 3aUHTEPECOBaHHbIX K
fanbHenLeMy COTPYAHNYECTBY.

CaMbIMK 3HAYMMBIMK COBBLITUAMMN CTanu:

VIl BanTunckuin KOHrpecc No AeTCKOM HEBPOO—
run, CankT-leTepbypr

IV Beepoccuiickunin Konrpecce «OkasaHue nomo—

LY CEMBSIM C TsXXKenob0onbHbIMY feTeMun. HoBble
BO3MOxHoCTU», CaHkT-TeTepbypr

| KOHGhepeHLWISt C MEXAYHAPOAHbBIM y4aCcTVEM
«MannnaTtvBHasn nomoLLb fetsamy, Mocksa

XVI Poccumckun koHrpecc «/IHHoBaUMOHHbIE
TEXHONOrMW B MEQMATPUN 1 BETCKOM XUPYPrany

Il ExxeropgHasn KoHdepeHUMs ¢ MexayHapoa-
HbIM y4acTuem «Ponb MeaULIMHCKOM CECTPbI B
nannuaTmueHom nomoLumy, Mocksa

Mspuon Maiin (Marion Main), craplumii
¢husunyeckuii epanest, GOSH, Dubowitz
Neuromuscular Centre, JIoHAOH,
Benuko6puraHus:

«H nepexviBaro n3-3a JeTe, KOTOpbIe yMUparoT
13-3a 0TCYTCTBUA HEOOXOAVMOW NOJAEPXKMN

v yxoga. V1 ecnn bbl Takas nogaepxka bbina,
OHW MOXunun bkl gonbLue, cMoriv bbl 6orbLue.

Y MeHs 6b1r10 HECKO/bKO NayneHToB, KOTopble
He [O/MKHbI 6bIrv yMepeTb, HO B Tex borbHuLax,
rae oHv bbinn, yxon bbin HegocTaToYeH. VIMeHHo
r03TOMY £, 10 MEPe CW/, 3aHUMAaroChb HE TONbKO
camovi paboTov hu3n4Heckoro TepanesTa, Ho 1
rpocBeLLeHNEM.

38HaHus, KOTopbIe S MED, B OQHUX MOVIX PyKax
6ecrioneaHbl. [ToaTomy Ansi MeHsi pagocTs —
rpuesxarts, y4uTb 1 yanTbcA. B moeri paboTte
CKOSbKO /0[N — CTObKO BapuaHTOB Moaxoaa,
Mo3TOMYy, faXe Mest TPUBLaTUIETHU OnbITa B
hnanHeckovi Tepanum, s IPOJOIKAK YYUTHCS.
B 10T geHb, Korga s nepectaHy y4uTbCS, [
3aBepLLy Kapbepy.»

Hapexpaa, mama Onbru:

«51 04eHb paaa, HTo HaKOHeL—TO C HaLLM
3aboneBaHNeM X0Tb KTO—TO, XOTb KaK—TO MOXET
HaM MoMoYb: COBETOM, rnogaepxxkon. bnarogaps
3TOV KOH(hepeHUu 1 y3Hana MHOro HoOBOro,
Kakoe obopyrnoBaHve Ham He0bX0[MMO YXe
cen4ac, Kak Mory rnomMo4b CBOev o4Ke One,
ecnv bynet yxyaLaTtbcs eé cocTosiHve. KoHevHo
XKe 04eHb TSXXENOo NCUXOoIorn4ecku NPUHUMAaTh
HOBYH VHhopmauwio, 4To ByfeT aarnbLLe C eeé
3[0p0OBbLEM, HTO fy4LLero He byaeT, MOXHO
TONbKO NOAAEPXNBATL HOPMarbHOE COCTOSIHME.
Ho kak roBoputcs « npenynpexneH—-3HaqyuT
BoopyxeHy. OrpomHoe criacnbo Bcem Tem,

KTO 3aHumaetcsi CMA v nognepxvsaeTt Takue
cembu Ny

Bpa4-HeBponor, TiomeHb:

«O4eHb noneaHoe meporpusiTve. Y Hac B
TroMeHV NosiBUIIOCb 04eHb MHOIr0 KOMIe—
TEHTHbIX CNeLNaniCTOB, XenatLLmxX NoMob
Takum nayveHTam. Ho, rnaBHoe, aTo meporpu—
ATVIE CTarno TONYKOM K CO3LaHWI0 PErYOHaNbLHOM
CrnyX6bl MOMOLLM BETAM C HEPBHO—MbILLIEYHLIMY
3abonesaHnamu. B meauvmHckom coobLye—
CTBE MNosBUIOCH NOHUMAaHNE BaXXHOCTU 3TON
rpobnembl 1 XenaHne N3MEeHUTb CUTYauUuo)

Enena IOpveBHa Canero, Hesponor:

«[poLunov oceHbto Mbl BbirT Ha KOHbepeHUnn
choHpa «Cembm CMAY» 1 Ham nokasanochk, 4To
04€Hb BaXXHO MOAENNTLCSA MHGhopMaLmen ¢
Konneramu n3 pervioHa. Mbl noHsmm, 410 y Hac
ectb getv co CMA v ecTb HE06X0QMMOCTb B
3HaHVIsIX 0 NPaBUIbHOM VX COMPOBOXAEHN

u Mbl obpatuvck B choHg «Cembu CMAY
rpocbLbo MpoBecTy 06y4aoLYm CEMUHAEP Y Hac
B pervioHe. Ha movi B3rnsg, y Hac BCE nomny—
4nI0Chk. YAanock npurnacute 4OCTaToqvHoe
KOM4eCTBO 3aMHTEPECOBaHHbIX ITIOAE — Kak
JIOKTOPOB, TaK v poguTenevi nayneHTos. Bpaun
6biM pasHbIX creynanbHOCTY — eCTECTBEHHO,
HEBPOSIOry, HO U MyribMOHOIOM, ¥ OPTONEeRbl, 1
peaHnmMaTonory.

He meHee 3Ha4vMbIM pesyrnbTaToM 3ToN
KOHthepeHUmy [risi MEeHS1 CTaro To, YTO Mbl
CMOITIY MOMOYb POAUTENSIM HALLMX nayv—
eHToB co CMA noobLaTbCs co 3HaKLLUMM
3TOT AMarHo3 Bpayvami HarnpsiMyto 1 nosyYnTs
KOHCYrbTaLmm.

CambiM BaXXHbIM [/1s1 MEHs CTaso 1O, Y4TO
KOHchepeHLmsi cocTosnack, N MHe bbl 04eHb
XOTenoch, 4Tobbl OHa CTana exerofHbIM Mepo—
npusTUEM).

OkcaHa, mama Qemuga:

«O4eHb NoHpaBurcsi (hopmaT MeponpUATYS, TO,
4TO 11060V MOr 110 X0AY 3aAaTb MHTEPECYOLLME
BOMPOChI, @ camMoe rnaBHoe, 4To LLITabHuLKnA
OXOTHO U MOHATHO OTBEeYasn Ha 3Ty Bornpockl. V1
BOO6LYe, Bacunuin AHopeesny 04eHb XopoLLmi
1IeKTOp, BCe KOPOTKO 1 icHo. O4eHb nepe—
XXwBana, 4To OCMOTpbI AeTevi 6yayT Toxe
ry6rnYHble, HO B UTOre TONbKO paga 3TOMy.
Bo-nepBbIx, Mbl TO3HaKOMUITNCE C POANTENSMMN
Y eTbMM, BO—BTOPbIX, 3TO JOMNOHUTETbHAS
ronesHas MHopmaLms, KoTopas XoTb U
roBopunack KOHKPETHOMY NaLUMeHTy, @ Ha fene
npurogutcs scem. ELLe pas, orpoMHoe Bam
cracvbo B opraHn3auymm v MoMoLLm B NpoBe—
[EHUN 3TOr0 MepPOrpUATAS, 3TO COBPEMEHHBIN U
rPaMOTHbIV NOAX0A K HaBIHO[EHNIO U NTEHEHUNI0
HaLLmX JEeTOK, HAECk, Pa3BUTUE B 3TOM
HanpasneHu v fanbLue 6y[eT NpoaomKaTbCa.»



MpoexT NHchopmaumoHHoO-n3faTenbcKuin

KoopauHatop npoekra:
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[Nybnnkaumm
0 KIMMHNYECKNX
NCMbITaHUAX

[loBblLLEHVE
OCBEOOMMNEHHOCTU

LUudbpe!

50 cratseno
HOBOCTSAX HAayKW U
KIIMHUYECKMX
NCMbITaHUSIX
onybrnMkoBaHo Ha
cante

—

429 Tbic.

pybnen

=

[Nybnmkaumm
0 HOBOCTSX
HayKu

BE
IC]

O

VHdhopmauvoHHbIn
noptana o CMA

44 ny6nvkaumm 8o
BpPeMsA MexayHapoaHou
akuum «ABryct — mecsy,
0CBEOOMMEHHOCTU O
CMAY

Pecypchbi:

20
BOJIOHTEPOB

[Nepesoa v nybnukaums
BPOLLIOP 1 KHUT

>

Obyu4atoLme
BVOE0PONNKN

}

17 000
rnonb3oBaTenem
coumanbHbIX CeTemn
ropgepXxanv Mecsu
OCBE[OMIIEHHOCTU O
CMA

NHdpOopMaUMNOHHO
=n3AaTenbCKUn

Kakyto npobnemy pewaem

Hedmumt 3HaHmin o CMA y Bpaden, 60MbHbIX 1 Ux 6NM3KMX NPUBOANT K TOMY, YTO NOMOLLb 60MbHBLIM
4aCcTO 0Ka3bIBAETCS He CBOEBPEMEHHO 1 He B NONHOM 06beme. Bpay He MOXeT AaTb rpaMoTHYO 1
NOMHyto MHhopMaLmio 0 3aboneBaHnm, BOSHUKAKT TPYAHOCTY C MEAMLIMHCKM COMPOBOXAEHNEM U
BefeHneM naumeHToB. Pogutenu BbiHyXAeHbI TPaTUTL BPEMS Ha MOVCKM U NPOBEPKY Heo6xoanMon
nHopmaumun. CHnxaeTcs Ka4ecTB0 0Ka3biBaeMoit 60MbHbIM MOMOLLM U K OCHOBHOMY 3ab0nesaHunio
[06aBNATCHA OCNOXHEHNS, KOTOPbIX MOXHO 6b110 6b1 M36eXaTb 1 Ha YCTPaHEHVEe KOTOPbIX TPaTUTCs
ropasfo 6ornbLLe Cun 1 CPEACTB, YeM Ha UX NPOMNAKTUKY.

Lenb

O6ecrneyunTb AOCTYNMHOCTL Y1 CBOEBPEMEHHOCTb MONYYeHVs MHCDOPMaLWK 4st K&XAOr0 NaumeHTa co
CMA v ero cembW, a TakXXe CneumannucToB, BOBNEYEHHbIX B paboTy C HUM.

Cytb npoekra

CoTpyaHuKamu 1 BoroHTepamu hoHaa BeAeTcs paboTa Haj NoAroToBKOM MONHOMO KOMMNEKTa uTe—
paTypbl no kaxpomy acnekty CMA, nepeBofgom 3apy6exHbIx MCCNefoBaHUiA, CTaTeN O PasNYHbIX
acrnekTax 3aboneBaHus, MPOrHo3ax, Pa3BuTK, MOAAEPXUBAOLLMX MeToaukax. Bce maTepuansi
pa3MeLLatoTCs B OTKPbITOM AOCTYME W NyBnuKytoTcs Ha canTe dhoHaa. Mbl Takoke CTPEMUMCS K TOMY,
4T06bI OCHOBHOW KOMMIEKT MaTepVarnoB no 3a6oneBaHunio Bbin HaneyaTaH U JOCTYMEH HE TONbKO B
3MeKTPOHHOM, HO 1 ByMaXHOM Brae. PacnpocTpaHaem MHGOPMaLMOHHBIE MaTepPUarbl M0 CEMbAM 1
creunanucTam.




Hosoctu Hayku

["pynnbl y4eHbIx N0 BCceMy M1py NpogorkatoT
nccnenosaTb MexaHU3M BO3HUKHOBEHNA U
pasBUTUS CNHAMNBLHOM MbILLEYHOM aTpotinm, Ha
BCEX YPOBHSX, OT K/IETOYHOr0 40 OpraHn3mMa B
LienioMm, BbIABAAIOT (haKTopbl, BANAOLLME HA CO—
CTOSIHVE NaLUMEHTOB C AaHHbIM 3abonesaHnem.
Hamu 6b1nn onybnvkoBaHs NepeBofb! cTaTen o
BO3MOXXHOM HaxX0XAEeHNM 300P0OBbIX HOCUTENEN
CMA B rpynne pvcka no gnabeTy, 0 ToM, 4To
aHanua cocTasa Tena — Ny4Lnii nokasaTens
HYTPUTVBHbIX MOTPeBbHOCTEN y AeTen, 1 4To
netn co CMA nvetoT npobnemsl Co 300poBbEM
KocTen.

MoMUMO 3TOro, y4eHble 3aHUMAKTCS UC—
CrefoBaHEM PasnuyHbIX aCreKToB XU3HW
6onbHbIx co CMA 1 nx cemein. OHM BbISBUNK, YTO
Npyv HEQOCTATOYHOM KOMNMYECTBE 0BLLEHNA U
coumanbHbIX KOHTAKTOB YMCTBEHHbIE CNOC06—
HocTu getent co CMA moryT cnabets. Takxe
oHK oTMeTunK, 4to CMA He ABNAeTCs NoMexom
K CO3[aHW1I0 CeMbW 1 POXAEHWIO AeTen, a 6onb—
Luasi 4acTb MaM NOATBEPXKAAET NONOXUTENbHbIN
onbIT 6GEPEMEHHOCTU 1 POAOB.

KnuHnueckue nccnegosaHus

Mbl npogonxaem cneauTb 3a HOBOCTSIMU

B 06nacTv KnnHnyeckux uccnefoBaHuim.

B pekabpe 2016 roga B CLLA 6bin
3apeructpupoBaH HyavHepceH (Toprosoe
HavMeHoBaHWe CnivHpasa) — NepBoe NekapcTBo
ot CMA. HecmMoTpsi Ha CNoXHOCTK, CBA3aHHbIE
CO CTPaxoBbIM 0GECTEYEHNEM 1 OMNIATON
NEYEeHs], 3HaYUTENbHOE KONMMYECTBO BONbHbIX
CMA B CLLIA y>xe Ha4anu nony4aThb NeveHve.
B nioHe 2017 roga CnnHpasa 6bina ogobpeHa
B EBpOne perynvpyoLmmMmy opraHamm gns
nevenus scex Tunos CMA B nio6om Bo3pacTe.
Mol oTCnexxnBaem BCHo MHhopMaLmLo,
CBA3aHHYI0 C NpenapaToM, MHhopMaLumio

1 JaHHbIe 0 pesynbTaTax KIMHUYECKNX
nccnenoBaHusx, nyGrnMkyem nctopum

cemMen, NMony4YatoLLyx NPenapar, a Takxe
pacckasbiBaeM 06 0CoBeHHOCTAX NIeKapcTBa U
€ro NPUMEHEHNS.

Takxe B HAacTOsILLiEe BPEMS MPOBOANTCS

eLle 5 aKTUBHbIX MPOrpaMM KIIMHUYECKMX
nccnenoBaHui npenapaTos ans nevexHns CMA,
MHHOPMaLMIO 0 KOTOPbIX OTCNEXWBAET (UOHL U
BCE HOBbIE JaHHbIE NyBnnKyeT Ha canTe.

CemeiiHoe pyKOBOACTBO NO mMeau-—
LIMHCKOMY yX0AY NPy BPOXXAEHHbIX
MuonaTuax

PykoBoacTso 66110 NoaroToBneHo MexayHa—
popHown opraHusaumven CureCMD n sBnaetca
LieHHENLLINM CTOYHNKOM MHDOPMaLIMK Kak ans
Tex ceMen, 4ei pebeHoK TOMNbLKO NoMy4un Takom
OnarHoas, Tak n ona Tex, KTo y>xe MHorme rogbl
)KMBET C 3TM ANarHo30om. B pykoBofcTBe onn-—
CaH MyNbTUANCLUUMNNHAPHbLIA NOAX0[4, KOTOPbIN
BK/O4aeT B cebs KOMMNeKCHOe MeAULIMHCKOE
obcnyxvBaHWe, OpTonean4ecKy NOAAEPXKY U
thramnyeckyo peabunuTaumio, pecnupaTopHyo
nogaep>xky, BONPOChI NUTaHUA, a Takxe 3aTpa-—
rMBakdTCA BOMNPOCHI FTEHETUKN. /IMeHHo Takon
Noaxof HeobXoAuM NaumMeHTam C HepPBHO—Mbl—
LLIe4HOW naTonoruen 1 nomoraeT Hanbonee
ahhekTMBHO 0ka3aTb NoMoLLb. [lepeBon noa—
roTOBMEH N0 NHNLMATVBE POAUTENEN OETEN C
BPOXAEHHbIMX MMoONaTUAMN.

Mecsu ocBegomneHHOCTH

ABrycT — mecsy ocsegomneHHocT o CMA. B
3TOT MecsiL, BO BCEM MVpe NPOBOAATCS MHhop—
MaLVMOHHble KaMnaHuW B NOAAEPXKY BCEX, KTO
CTONKHYNCA ¢ 3TM 3aboneBaHnem.

B TeyeHve mecsLa Mbl exxeHeBHO paccka—
3blBanu 060 Bcem, 4T0 cBsizaHo co CMA — o
npu4mHax 6oneaHw, ee Buaax, HeobXoaMMoMm
LNS X13HW 06opynoBaHnKW, NPYBOAWNIK CTa—
TUCTUYECKME AaHHble, 0TBEYanu Ha BOMpochI
NOANUCYMKOB, AeNUNNCh 3apyBeXXHbIM OMbITOM
1 peanbHbIMU UCTOPMSIMU CBOVIX NMOJOMNEYHbIX.
Hawen uenbto 6610 Ha LOCTYNHOM Y MOHATHOM
KaxaoMmy si3blke AaTb MHhOPMaLMIO 0 TOM, YTO
xe Takoe CMA. JaTb 60nbLue nHdopmaumm
0TYero oHa BO3HWKAET, Kak MpoTekaeT, 0T—
BETWTb Ha CaMble 4acTo 3ajaBaeMble BONpoch|,
cBfA3aHHbIe C 3aboneBaHneM. PacckasaTts, kak
cen4vac MOXKHO NnomoraTb 60MbHbIM CMMHANBHOM
MbILLIEYHOW aTpodinein.

Mecsu ocBegomneHHocTy nogaepxanuv 6onee
17 TbicsiY Nofb30BaTenen coumarnbHbIX CeTen.
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VIHdhopmurpoBaHume o
NeKapcTBeHHO
Tepanuu

LUudppe!

50 cnywarenen y4a-
CTBOBAaso B BebuHape
o CnuHpase

—

644 Tuic.
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MomMolLLb B MPOBEAEHWM 1
y4acTUM B KMMHNYECKUX
VCMbITaHNAX

511 6onbHbIx cocTosno
B peecTtpe CMA Ha koHeL
2017 roga

Pecypchbi:

5
BOJIOHTEPOB

1

]

VIBJ1 Ha pomy

COpr,U,HI/HeGTBO C
MeXayHapogHbIMU

opraHusauusamm no CMA

5 cemeit Havanu
y4acTue B KIMHNYECKINX
NCMbITAHWSAX HOBbIX
nekapcts oT CMA

Crparternueckue
VHULMATUBbI

Kakyio npo6nemy pewaem

ShchexTMBHAA KoMMneKkcHas nomoLLb 6onbHeIM CMA 1 4neHam nx ceMer He MOXET BbITb 0Ka3aHa
cunamu ogHoro dhoHpa. HTobbl caenaTth XM3Hb CeMelt NMoMHOLEHHOW, 8 MOMOLLL OCTYMHOM AN BCex
He3aBWCVIMO OT pPervioHa NpoXrBaHUA 1 COCTOAHWA NaumneHTa, Heo6XoAMMO 06beAVHEHWE YCUNUIA
pasnu4HbIX OpraHn3auunii 1 CTPYKTYp — HEKOMMEPYECKOro CEKTOPa, FOCYAapCTBa, MeANLIMHCKUX
opraHv3aumii, Hay4Horo coobLLecTBa 1 NPOVM3BOAVTENEN TIEKAPCTBEHHbBIX CPeAcTB. HanaxeHHoe
B3aMOfeNCTBME U CBOEBPEMEHHbI 06MeH MHhopMaLmen Mexay NpeacTaBuTeNns My aTux ccep
ByneT cnocobcTBOBAaTL Pa3BUTUO NOMOLLM 60nbHbIM CMA 1 NOMOXET NOBLICUTL Pe3yNbTaTUBHOCTbL
LENCTBUI B LESIOM.

Lenb

O6beanHeHWE YCUIUN Pa3NNYHbIX OPraHN3aLMIA U CTPYKTYP ANs pasBuTys 3pdekTUBHOM
KOMMMMEKCHOM CUCTEMbI MOMOLLM U MOAAEPXKM NALMEHTOB CO CNIMHANBHOM MblLLEYHOM aTpothnen.

Cytb npoekTa

MpoeKT copepXuT B ce6e pasnuyHbIe HanpasneHys OesTensHOCTU. Beex vx 06beamHAeT To, 4To
pesynbTaT aToN AeATENBHOCTM PACCHATAH Ha AONTOCPOYHYIO NEPCNEKTVBY, 8 8 OTCPOHEHHbIN
athpeKT MOXeT BbITb He 3aMETeH B AaHHbIA MOMEHT. B pamkax npoekTa Mbl Beem paboTy rno
c6opy uHhopmaLwmy o KonuyecTse nauveHTos co CMA B Poccum n BegeHwto peectpa, Npogeuraem
pasnu4HbIE MHALMATUBBI MO YIY4LLEHWO NomoLLm 6ombHeIM CMA Ha rocyaapCcTBEHHOM ypOBHE,
HanaxvBaem COTPYAHWHECTBO C MeXAyHapoaHbIMy opraHmaaumami. OTaenbHeIM HanpaeneHnem
LeATensHOCTY ABNAeTCs 06ecneyeHne OoCTyna K NeKapcTBeHHLIM NPenapaTamM 1 NpoBEeAEHUIO
KIMHUHECKYIX UCTbITaHUI HOBLIX MPernapartos Ha Tepputopyn Poccun.




Be6uHap «AKTMBHOCTb NALMEHTCKOro co-
o6wecTBa B OTHOLIEHM HOBOro npenapara
ansa nedennsa CMIA»

B cBf3M ¢ nosiBneHMeM nepBoro 1 noka egmH—
CTBEHHOI0O NEKAPCTBEHHOIO CPeAcTBa anst
ne4eHns CMA — HacToaTenbHoM NoTpebHo—
CTblO CTano MHhopMMpPOBaHME NaUMEHTCKOMO
coobuiectea CMA Poccum o nepcnekTBax
nosiBneHust npenapata B Poccuu, o Tom, KakoB
MEXaHM3M PerncTpaummn NekapcTBeHHbIX
CPEe[ACTB B HaLLEe CTpaHe 1 Kakue Waru npei—
CTOUT cAenaTh CO06LLECTBY Ans NosiBeHUs
BO3MOXHOCTY Mony4uTb nedeHve. C atom Lensbo
BbIn opraHn3oBaH BebyHap Anst YIeHOB CoO—
obectsa CMA P®d. B BebrHape y4acTsoBano
6onee 50 cnyLiaTenen, cpeamn KOTopbIxX b
poauTenu geten n Bapochsie co CMA.

Kpyrnbiit cton Ha Temy «OT KAWHNYECKNX
ncnbiTaHui K nekapcrtBy. Kak meHsercs
anropuTM oKa3aHus NMOMOLUM NauMeHTam co
CMA c nosBneHvem npenapara «CnuHpa-
3an?n.

B Hem npuHsanu y4acTue coTpyaHmnkm 4 opraHn—
3auun: choHpa «Cembn CMAY, choHpa nomoLLm
xocnucam «Bepay, geTckoro xocnuca «Hdom ¢
masikomy», Mapdo-MapumHcknn megruumMHCKmin
LeHTp «Munocepauvey.

[ns Hac 6bIno 04eHb BaxHO cobpaTbecs BCEM
BMecTe, 4To6bl 06MeHATLCA NnocneaHen nHhop—
MaLumen, CBA3aHHOM NepBbIM 0[06peHHbLIM Npe—
napaTom gns nevyeHnsa CnuHanbHom MbllLle4Hon
atpocdmu — CnnvHpassl. bonbLuasn 4acTb Kpy—
rnoro ctona 6bina nocBsLLeHa NPeAcTaBneHnto
aKTyanbHOM NHhopMaLmmn 0 TekyLLIeM CTaTyce
npenapaTa, 0c06eHHOCTAM ero NPUMEHEHUS U
MexaHn3My AeNCTBUA, 8 TaKXe NepcrnekTuBhbI
ero nosiBneHusa B Poccumu.

OcHoBHbIM Anst Hac 6bin Bonpoc o «Bbibope
nyTW» 1 0 rpaHnLax TepanesTUHecKoro BMeLLa—
TenbcTea. OTBET Ha HEro He MOXET 0CTaBaThbCA
NPEeXHM BBMAY NOABNeHWs NHhopMaLumm o
nekapcTBe, Befb CaM 3TOT (DaKT CYLLECTBEHHO
BMMSAET Ha CUTyaumio BbiIbopa rpaHunL, BMeLLIa—
TENbCTB CO CTOPOHbI CEMbU 1 AOSMKEH Y-
TbIBaTbCA NPU KOHCYNbTUPoBaHUW. OcHOBHON
3apadeit n UTOroM BCTpeYm cTan hakT, 4To, 06—
napaa coBpemMeHHom I/IHCprME!LWIEI?I, Kakgaa n3
OpraHv3aLnin—y4acTHUKOB CMOXET y4nTbIBaTb
3Ty UHOPMaLMIO NPV NNAHMPOBaHMN CONPOBO—
XOEHNs ceMen.

Mo 3anHTEpPECOBaHbI B MPOBEAEHWN KITMHNYE—
CKMX UCMNbITAHUN HOBbIX NEKAPCTB Ha TEPPUTO—
pvn Poccun. MNoaTomy okasbiBaem BCAYECKOE
cofevncTBMe Mo 1x opraHn3aumun. Ham yaanocb
3anHTepecoBaTb hapM—KomnaHum 1 ybeguTb

B BO3MOXXHOCTM NPOBEAEHUS UCTbITAaHWA B
Poccun. BaxHon YacTbio nposeaeHns nc—
MbITAHUA ABNAETCA HANV4Me B HaLLEen cTpaHe
MEAVLIMHCKMX LIeHTPOB, Ha 6a3e KOTopbIX MX
MOXXHO NPOBOAWTbL. Mbl 0Ka3biBaeM CoOAencTBMe
B MOMCKE 3TWX LIEHTPOB 1 HanaXXmBaem KOHTaKT
MeXAy HUMUN 1 MPOU3BOANTENAMU NekapcTs. A
nokKa MCnbITaHNA He MPOBOAATCS, Mbl CTapaeMcs
NMOMO4b BCEM XENatoLLMM NPUHATL yHacTve B
ncnbITaHnsax Ha TeppuTopum Esponkl. Bnaropga-
ps nomoLum choraa 8 2017 rogy BO3MOXHOCTb
y4acTBOBaTb B UCMbITAHUAX MONy4Unn S cemein.
Bce oHu cevac nony4aroT MHHOBaLMOHHbIN
npenapar.

PeecTp 60MbHbBIX CIMHANBHOM MbILLEYHOR aTpo—
thnen cogepxmt nHchopmaumio o 6onbHbIX CMA
Ha TeppwuTopun Poccuiickon Pepepauun. Liens
BeJEeHNA peecTpa — COAeiCTBUE B MPOBEAEHNN
Hay4HbIX 1 KIMHUYECKWX UCCNEROBAaHNIA, yIy4—
LLIEHUS1 CUCTEMbI Ka4eCTBa NOMOLLM 60SbHbIM
CMA, coBepLLEHCTBOBAHWS ANarHOCTUKA U
MOBbILLEHWS KA4eCTBa 0Ka3aHWsA MeanLMHCKON
MoMOLL.

C6op nHhopmaLmmn 0 peanbHOM KonmyecTse
nope co CMA nossonsieT PoHAay peann3oBbl—
BaTb OCHOBHbIE NPOEKTbI 6naroTBOPUTENLHON
nporpamMmmel. [osBRAETCA BO3MOXHOCTb NPO—
BOAUTL OMPOChI, MCCNeAoBaHns, BeCTU paboTy C
CemMbsiMK, MPOBOANTL 06y4atoLLme 1 nHhopma-—
LIMOHHbIE BCTPE1YM, ONepaTMBHO MHDOPMMPO—
BaTb CEMbM 0 CaMbIX BaXHbIX HOBOCTSIX.

Ha koHeu 2017 ropa B peecTpe 3aperncTpu-
poBaHo 6onee 500 6onbHbIx CMA.

BoicTynnenne Ha Kpyrnom ctone KomuteTa
["ocynapcTeeHHon [ymbl N0 0XpaHe 300poBbs
«lMpobnembl 3aKOHOAATENBHOMO PEryNMpoBaHna
1 (hriHaHCKPOBaHWS NanIMaTMBHOM MOMOLLN B
Poccuny ¢ poknapgom «PecnvpaTtopHasn nog—
[epxka: Bbibop 06beMa MeULIMHCKNX BMeLLIa—
TENbLCTB 1 0TKa3 0T PeaHMaLmmy.

Ha ocHoBe goknaga NoAroToBMeH U HanpaseneH
npeacenaTento KOMUTeTa AOKYMEHT Ha AaHHYI0
TEMY.

BeicTynneHune Ha coBeLLaH YNonHOMOYeHHbIX
no npasam peberka B P® ¢ goknagom o npo-
6nemax nomoLum naumertam co CMA 1 cnoco-
6ax vx pelueHus. CoseLlaHme 6bIno NOCBALLEHO
pasBUTNIO0 NanIMaTUBHON MOMOLL U BCTPOEHO B
o6LLyt0 nporpammy Becepocewuinckoro cose—
wiaHua (KoopanHaumoHHoro coseta) YnonHo—
MO4€eHHbIX N0 nNpaBam pebeHka. PesynbtaTtom
paboTbl annapaTa JomxHa 6biTe 4OPOXHas
KapTa Mo pasBuUTUIO NanINaTUBHOM NOMOLLN.
3annaHnpoBaHHbIN CPOK BbIX0AA KapTbl MapT
2018 ropa.

OvpekTop thoHpa npurnaLleH B kKa4eCcTBe 3KC—
nepTa B COCTaB 3KCMEPTHOro COBeTa No opaH—
HbIM 3aboneBaHVAM npv KOMUTETE NO OXpaHe
3A0p0BbA rocyAapcTeeHHon ayme Poccunckomn
thenepaumn. B pekabpe 2017 roga cocTosnoch
nepBOe 3acefaHne 3KCNepTHOro COBETA.

B cenTabpe 2017 doHa odmumansHo BCTYnuN
B MexayHapoaHyto Accouvaumnio CMA Espona
(SMA Europa) — 30HT14Hasi opraHn3aums,
KoTopasi cocTouT 13 16 naumeHTCKX opraHn—
3aumnii no CMA 13 14 eBponenckumx CTpaH.

B okTsbpe cocTosnock Halle nepBoe 3acefa—
HVEe NpaBMeHus, Ha KOTOPOM paccmaTpuBan1cb
BOMPOChI yNIpaBneHnst opraHn3aummn, MexagyHa—
popHas feATenbHOCTb U MHULMAaTUBbI, HanpaB—
NeHHbIe Ha pasBuTMe NoMoLLm 6onbHbIM CMA
Llenu:

Yny4LueHve kavecTsa xm3Hu niogen co CMA
NoBbilLEeHe ocBeAOMNEHHOCTH 0 CninHanbHom
MblILLeYHoM apTpodhum (SMA)

CnocobcTBOBaTh Hay4HLIM M MEAVLIMHCKUM NC—
cnepfoBaHyaM Bo Bcex 0bnactax CMA
HanapgnTb coTpyaHM4ecTBO Mexay eBponen—
ckmumu opranmsauuamm no CMA ansa nosbilue—
HVSA 3dhHEKTUBHOCTU UX EATENBHOCTU

29

PaHo nnu no3gHo, ana 6onbHeix CMA cTaHoBUT—
CA aKkTyanbHbIM BONpoc obecneveHnst pecnm—
paTopHoM NoAaepXXKkM Ha Aomy. Ha paHHbIN
MOMEHT HEeT anroputma obecneyeHns annapa—
Tamu BEHTUNALMMN NErknx 3a CHeT rocyfapcTaa.
HeT npopaboTtaHHon 3akoHofaTensHom 6asbl
no obecneyeHnto naumeHToB. PoHA COBMECTHO
C OpyrvMu1 opraHn3auusiMu nbiTaeTcs peLlnTb
LaHHyto npobrnemy, co3aaTe MexaHnam, Npu
KOTOpOM B0MbHbIE, HYXXAAKOLLMECH B pecnvpa—
TOPHOW NOAAEPXKKe, MOTNM HaxoaMTbCA foMa B
OKPY>XEHWW POJHbIX, @ HE NPOBOANTL OCTATOK
XWU3HW B peaHumauum.

31y Temy obcyxaanu B xone IV Bcepoccuin—
ckoro koHrpecca «0Oka3aHne NoMOoLLy CEMbSAM
¢ TsKenobonbHbIMM AeTbMU. HoBble BO3MOX—
HocTu». Ha KoHrpecce BbicTynvna Mapus
LLlekyHoBa, koopavHaTop doHga «Cembn CMAY
B CankT-TleTepbypre. Mapus pacckasana o
CcOH6CTBEHHOM OMbITE MCMNONb30BaHWA annapaTa
IBJ1 B fOMaLLHMX YCNOBUSIX U O TOM, C KaKUMK
CNOXHOCTAMYM cTankmeatoTcs cembm. OHa oTMe—
TWNa, 4To 3a pebeHKOM, KOTOpbIN HaXOAWUTCA Ha
pomaluHem VIBJ1, 06s3aTensHo HyXXHO AnHaMn—
Yeckoe HabnopeHwve. [MNauneHT 1 ero cembs He
LOMKHbI 0cTaBaTbcst 6e3 NoMoLLn.

C 1 axBaps 2018 ropa B CaHkT-TeTepbypre
obecneyeHve naumeHToB annapatamu VIBJ1 Ha
oMy 6yfeT ocyLLEeCTBNATLCA 3@ CHET ropoa-—
ckoro 6ropxeTta. 3To nobena v NpopbIB. 310
LAET Hadexay Ha TOo, YTO CUTyaLmnst USMEHUTCSH
1 Ha Bcew TeppuTopum Poccun. Begb Taxeno-
6onbHbIe Ntoar [oMmkHbI BbITe fOMa. 3amMeyeHo,
410 fetun Ha VIBJT goma xmByT Ha 5-6 neT gonb—
Le, @ HOT[a Y 3HaYUTENbHO AoMbLLE.
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KaK HermocpeacTBEeHHO C NauveHTa Ak
1 ¢ nx.ceMbamMU. OCHOBHaS tjems= NaMoHL CEMbAM = -
ana‘ﬁposamcq K 38Benesatunio 1 CroXvBLLENCS BN
cutyaLmun. BaxHo noMoYb GemMbe HE CHUKAaTL YPOBEHb
KM3HW, NPOAOMKATb XWUTb MOMHOLIEHHOM XU3HBIO,

| _VmaTepuarnbHas COCTaBNARLLIAs B 3TOM AareKo

He camas BaxxHas. BonbLUIMHETBO cemen ropasmo
Ba)XHEE MOony4nTb MHPOPMALMOHHYIO, COLMANbHYIO U
MEONLIMHCKYHO MOMOLLb. [104yYBCTBOBATS, L|1c1 OHU He
OOHW.




MpoekT Knuunka CMA

KoopavHatop npoekra: Pecypchbi:
—_
Onbra baxeHoBa (BonoHTep) 690 Thbic. 72
sma-clinic@mail.ru py6nen BONOHTEPA
YT1o mbl genaem?
<0
Kakyro npo6nemy pewaem
BonbHble co CMA 4acTo He MMET BO3MOXXHOGTbL MONY4YNTL Ka4ECTBEHHYHD MEAVLIMHCKYIO MOMOLLb,
npowTy 06CcnefoBaHne U BCe HEO6X0AUMbIE ANarHOCTUYECKME NPOLEaypbI, NOMyYnTh KOHCYIbTaLum
MeVLIMHCKIMX CNeuuanicTos, 0CBEAOMITEHHbIX 06 ocobeHHOCTAX 3abonesaHns. PoacTBEHHMKM He
|\/|e,D,I/ILI,I/IHCKV|e Oby4yeHue cemen HacTpoika MOryT 06y4nTbCH He0BX0AMMBIM HaBbIkaMm Mo yxody 3a 60MbHbIM, HE MOryT NMPaBULHO OLEHUTL Er0
y yxopy yT
KOHCynbTauumn PecnMpaTopHOoro COCTOSIHME U HaCTO YNyCKatoT U3 BUAY TPEBOXHbIE CUMMTOMBI, HE 06paLLas BHUMaHNA Ha HUX [0

TEX NOop, NOKa OHM HE CTaHyT HBOﬁpaTVIMbIMVI. N3-3a HENPaBUIIbHOI 0 yxoda 'y 60MbHbIX MOSABNAETCA

obopygosaHuA -
MHOI0 BTOPU4HbIX OCNOXXHEHMW, COKPALL@LLIMX CPOK XN3HU U CHXALWKMX ee Ka4eCcTBOo.

Lenb

O6ecneyunTs BO3MOXHOCTb NauveHTam co CMA v ux poacTBEHHVKAM Momny4aTb CBOEBPEMEHHbIE
LIMqubI 1 MOJHbIE KOHCYNbTaLMMU BCEX HEOOX0AMMBIX CNeLMancToB B OOHOM MECTE U B OfVH [EHb.

[aTb BO3MOXHOCTb MOMNYy4XTb MOMHYO MHhopMaLWio 0 3a6051EBaHNM, COCTOSIHUM NaLUWEHTa, 0

NPeAcToALLMX YXYALLEHUSX U UX NPEA0TBPALLEHMIO, OTCNIEAUTL AMHAMUKY Pa3BUTVs 3a60NeBaHNs.
12 BCTpeY 117 ceven NPUHANK 420 KOHCYN bTavuunmn MWHMMM31POBAaTE PUCKW, BbI3BaHHbIE HEMPAaBUbHBIM YXOLOM UM HEMPaBUITbHOM OLEHKOM

npoekTa yyacTtume B «KnuHuke naumMeHToB COCTOAHMA GoNbHOrO.
«KnuHnka CMA» CMAY. 98 nauuenTos CyTb npoexTa

n3 36 pervoHoBs Poccuu «KnuHnka CMA» — 3To 0gHOBpEMEHHO MeanLMHCKoe 1 obyyatoLlee meponpuatue. Cembn

n19 naumeHToB 13 NPUE3XatoT 13 pa3HbIX pernoHoB Poccuu, 4To6bl BOCNONHNTL MHEDOPMALIMOHHIA BaKyyM, C

MoCKBbI KOTOPbIM OHW CTaNKUBAKOTCS, KOrAa Y3HakoT 0 AnarHo3e CBOero pe6GeHka, a TakxKe nony4uts
HEoBX0ANMbIE KOHCYNbTALMN MEAMLIMHCKNX CMNELMAanMCTOB, KOTOPbIe HELOCTYMHbI AfS HAX B POQHOM
pervoHe.
[NpoekT peannayeTcs COBMECTHO C MEAMLMHCKUM LieHTpoM «Munocepove»




C AHBapA 6bIno BO306HOBNEHO COTPYyAHNYECTBO C opToneanyeckon KoMnaHmewn ((OpTOTBpaFIMH», ny
CeMen, NpresatoLmx Ha ((KJ'IVIHVIKy CMAY, nosiBunack BO3MOXHOCTb U3rOTOBUTb opToneguyeckune
n3nenna HenocpencTBEHHO HA KOHCYNbTaLUUAX. OcobeHHO 3Ta BO3MOXHOCTb BaXXHa ana cemen 13
TEeX PEernoHoB, roe HeT BO3MO>XXHOCTU MOJy4nUTb HeobxopVMble opTonegunyeckne cpencTea.

«KnuHnky CMA» ¢ uenbto obmeHa onbITOM WM NofyYeHnss NpakTu4eckon nHopmaummn o pabote
¢ petbmu co CMA nocetunu Bpa4m ua r. Tromenn u r. MuHck. Mbl Hapgeemcs, 4To nonyyYeHHast Ha
MepoNpUATUM MHhopMaLmMs GyAeT NonesHa creumanMcTam U OHWU CMOrYT UCMoMb30BaTh ee B CBOEN

npakTuke.

PernoHbl npoxuBaHua 6onbHbIX , noceTnBwmnx «Knuuuky CIVIA»:

AnTanckun kpaw
Benropopgckasi obnacTb
BpsaHckas obnacTb
Bonrorpapckas obnactb
BopoHexckas obnacTtb
WpkyTtckasa obnactb
KanvHuHrpapgckas obnacte
Kanyxckasa obnacTb
Kwnposckas obnactb
Koctpomckas obnacTb
KpacHopapckuin kpan
KpacHosipckuin kparn
Mocksa

MockoBckas obnacTb
HabepexHble 4enHbl
Hwxeropopckas obnactb
Hosropopackas obnactb
Hosocubupckas obnactb
Owmckas obnacTb
Pecnybnvka Jarectan
Pecnybnvka Kapenus
Pecnybnvka Kpbim
Pecnybnvka Moppnosus
Pecnybnvika TaTtapctaH
PocToBckas obnacTb
Camapckasn obnacTb

Cankr-letepbypr
CapaTtoBckas obnactb
CwmoneHckas obnacTb
TamboBckas obnactb
Teepckas obnactb
TtomeHckast obnacTb
YamypTckas pecnybnuka
YnbsiHoBcka obnacTtb
Xabaposckuin kpaw
XaHTbl-MaHcuinckuin AO
flpocnasckas obnacTb

Bcero nposepgeHo 420 KoHcynbTaumii cneynanucTos.

Cneunanucr I xB. Il kB. Il kB. IV kB. Bcero
Hesponor 19 22 18 19 78
MynbmoHonor 15 26 21 17 79
MNuctpykrop JIGK 20 22 18 15 75
Ouetonor 13 13 12 11 49
Mepunatp 4 6 3 5 18
Mcuxonor 10 11 7 1 29
Optonen 21 23 26 22 92

Buepa 6binn Ha KnuHnke CMA! He nepecTaro yavsnisaTsCs opraHn3aumm 3Toro MeponpusaTys: BCE Tak
CroKovHo, be3 HepBOTPENKY, Kak 0bbI4HO bbiBaeT B bonbHULax. HaTalua cpasy nonpocuna oTBeCTU
€€ B UrpoBYI, TaM Hac BCTPETWUIV AEeBYLLKN—BONIOHTEPLI, KOTOPbIE HE AaAYyT 3a8CKy4aTb HU OQHOMY
PEeBEHKY, Takme CONHeYHbIe, XN3Hepa[oCTHbIe, AeT OT Hux bes yma. B 3ToT pa3 Mbi 3anicanvces Ha
KOHCYbTaLUumKo K MyrbMOHOOrY. Ha npuéme BCEé 04eHb HETKO, JOCTYHO, MOHATHO, BOMPOCOB ObINo
MHOro, HO Ha BCe Mbl C MyXeM ony4nm oTBeT. Takxe Ham y[anochb nosy4nTs MHEOPMaLUIO 1o
rosogy koppekumn kopceta. OrpomHoe cnacvbo Onbre epmaHeHko, Onbre baxeHoBov, komaHge
Bpayen v Bcemy konnektusy choHpa «Cembu CMA» 3a To, 4TO Bbl fenaete, Ball Tpyn becuyeHeH!
[NoHnmaHwme, nogaepxka, 0TBETbI Ha CII0XHbIE BOMNPOChHI, BOT, HTO HAM BCEM HYXXHO. Takoro BHUMaHws,
Apyxenmnobusi 9 He 4yBCTBOBana 04eHb [aBHO. Bce petku yesxaroT ¢ nogapo4qkamy, JOBOSbHbIE,
cyacTvBble, @ KakuMu poramuy yrolarot B bygpeTe...O4eHb BaXHO, YTO O Hac 3HaroT, MOMHSIT, Hac
crbiwart v Mbl HyxHbl! Cnacubo!

MapuvHa ByiHosa
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MpoexkT AppecHasa nomollb

KoopauHatop npoekra:

Y

Enena KapnyxuHa
family@f-sma.ru

Y1o mbl gpenaem?

&

O6ecneyeHune
MeOVLNHCKM
obopynoBaHuEeM,
pacxofHbIMK
mMaTepuanamu,
NUTaHMEM U
opTOMnegnyYeckMMm
n3genuamu.

Lncppe

61 cembe nz 34
pervoHoB Poccun
oKa3aHa MaTepu-—
anbHasd NoMOLLb

—

685 ThiC.

pybnewn

—
=

S’

OkazaHne
hHaHCOBOM NOMOLLI
Ha npuobpeTeHve
obopynoBaHus

3aKkynneHo 1 nepenaHo
B CeMbM 060pyaoBaHme
Ha cymmy 363 Thicay
pybnen

Pecypchbi:

7
BOJIOHTEPOB

VHdopmmnpoBaHne
0 HeobxogMmMom
obopynoBaHuu n
0COBEHHOCTAX ero
1CrMorb30BaHUA

MNonyyeHo PRO-bono n
nepenaHo MyLLIECTBO
Ha cymmy okono 2 997
TbicAY pybnemn

AapecHas noMmoulb
AETSIM U B3POCABIM

{ co CMA

Kakyio npo6nemy pewaem

OT Hannyrst HeoBxoaUMoro 060pyAOBaHMS UMM TEXHUYECKOr0 CPEACTBA 3a4aCcTyH0 3aBUCHT XMW3Hb 1
300poBbe nauneHTos co CMA.

MonyunTb TCP no rocyaapcTBEHHLIM NMporpaMMam GbIBaeT 04eHb CrnoxHO. OBopynoBaHne MoXeT
BbITb HEMOAXOAALLWM MO UHAVBUAYaNbHBIM MapamMeTpam, ero NPUXoAMTCS AOMM0 XAaTb, OHO MOXET
oTcyTcTBOBaTh B NepeyHe VMPA, a MHoroe Boo6LLE He BXOOWT B rOCYAapCTBEHHYHO NMporpaMmMy
o6ecrneyeHus, B TOM HICTIE U XU3HEHHO BaXKHOE pecnvpaTopHoe o6opynoBaHue. Bee aTu chakTopsl
HeraTUBHO CKa3bIBAKTCA HAa COCTOAHUM 1 KAYECTBE XM3HM AeTew 1 B3pocnbix co CMA.

Lenb

[NoBbilLeHWEe Ka4vecTBa Xu3HK 6onbHbIx co CMA nocpenctsoM npro6peTeHns 1 nepegaqn
XN3HEHHO HeobxoaMMoro 060pyAoBaHKSA, KOTOPOE CEMbM HE MOTYT MOMYYMTb OT FOCYAAPCTBa N
nprobpecTy CaMoCTOATENbHO.

Cytb npoekra

®oHp 0Kka3biBAET MOMOLLL 60MbHBIM CO CNMHANBHOM MbILLIEYHOM aTpodinen 1 ApyrmMm HepBHO—
MbILLEYHEIMW 3a60eBaHNAMMN B MPMOBPETEHN HEOBXOAMMOr0 XM3HEHHO BaXKHOM0 060pyAoBaHMS,
pacxofgHbIx MaTepuanax, rmrmeHn4ecKnx CpeacTs 1 Cneumnann3vposaHHoro MMTaHNA B TOM Cry4ae,
eCNu X HeNb3s NOY4UTL OT rOCyaapcTBa, 06opyaoBaHMe BXOAUT B CNMCOK 060pyaoBaHve nepeow
Heobx0AMMOoCTLN, PEKOMEHA0BAH0 BPa40oM MU eCTb NOKa3aHWs K ero NpuMeHeHunto. MomMoLL
0Ka3bIBAETCS KaK 3a CHET NprobpeTeHHOro Ha MOXEePTBOBAHNSA, TaK 1 38 CHET NepeAaHHoro B hoHA
PRO-bono nmyLiecTsa.




Boobiue pabota B Hawuem CMA-hoHae noxoxa Ha paboty netektusa. [lpegctaBbTe, 06paLyaeTcs
4Ee10BEK 33 MOMOLLbIO U3 AANeKoro PEryoHa, Y Hero v BorpocoB 0c060 KOHKPETHBIX Y4aCTO HET, HO
OH YyBCTBYET, YTO YTO—TO HE TaK B Ero COCTOSHWUW, BOT TOMLKO YTO — MOHSTb HE MOXET U MPOCUT
romMo4b pa3o6patbcs. Beinvicka nocnegHssi He HECET HUKaKOoW Mone3Hov HhopMaLmm, KpOMe Toro,
4TO €@ YTO Bbl XOTUTE, 3T0 60/1e3Hb Takasy. 3afaellb Bonpockl, coGMpaeLLb Mo KpynuiLe KapTuHKY,
4T0 XXE NMPOUCXOAUT C YerioBeKoM. V1 Bce TBOW Mo[03peHs MOCTENEHHO CTaHOBSATCS SBbIO — 0TO—
My 4TO TaM — MMTaHWe, KOTOPOe 3aHUMAaET Gosiee 2 4acoB B [EHb, NONEepXUBaHWS, 8 3HaYUT, 04EHb
60ombLLME PUCKM aCrpaumnm, v BehULMT BECE, COH, KOTOPbIV HE COH, MOTOMY YTO MPOCHINaeLLbCS B
0Ty HECKOIbKO Pa3 3a HOYb, 8 HEM AbILLaTb MOXELLb TOfIbKO B OJHOV 03e, a B BPYrod yXe Kak—
TO HE KOMGPOPTHO, 1 Ky4a APYryx MenoYew, U3 KoTopbix COBUpaeTcs nasn. A noToM gyMaeLLb, KakK
OAHOBPEMEHHO MSITKO, HO BHATHO U JOXOAYYBO JOHECTU MHGHOPMALMI0 O HEOBXO[UMOCTY CPOYHO
MPEAnpPUVHATL PAR BEVICTBUN [y1s CrnaceHnsi COBCTBEHHOM XW3HW. A NoKa coobLyaeLLb — YCUNEHHO
cTapaeLubcs Tenepb nNpuayMaTh — 1 4TO co BCeM 3Tum aenats ? Kak nomoys? K Bpayy? [a HeT

Tam ero. B Mocksy? He nonyuntcs. O6opynosaHve cpo4Ho? e B3aTe chuHaHck? Yeneem in?
HyxHo eLue B4epa.... Vinv BOT, Hanpumep, 3anpoc Ha PacxXoAHble MaTepuarbl B (hOpMe KHaM HYXHbI
KOHTYpbI K annapaty VIBJ, TonbKo Mbi He 3HaEM Kakue, Te, KOTOpble HaM MOCOBETOBaNM B BOMbHULE,
He MopAXodsT, a Te, KOTOPbIe Mbl CaMu KyMuy, TOXE He MogoLLnu. [1oMorute Ham HauTy HyXXHbIe KOH—
TYPbl, 8pTUKYIbI HE COXPaHUINCh, HO 1 MOTY MPUCAaTh (hOTO TEX, KAKNE TOYHO HE HYXHbIY. V1 HyxXHO
MpYAYMaTb CXeMy Y METOZ, KaK pacryTaTb 3TOT Kiy6ok. [10TOMY HTO Tbl HE 3HaELLb, YTO HYXXHO, HO U

Ha TOM KOHL|E CMPOCUTL TOXE HE MOryT HUTfe.
LeTekTBoM BbITb TAXENO, HO MHTEPECHO. Kaxabiv ieHb YTO—-TO HOBEHLKOE. [1pUXoanTCs y4anTbLCS
pa3bupaTtbcs 6ykBanbHO Bo BceM. [Tofo3peBaTsb, npoBeEPSATL ¥ 0TpabaTbiBaTb BEPCUN.

Pernossoi

AnTaiickunin kpan
BalukopTocTaH pecn.
Benropopckasa o6n.
Bnagnmumpckas o6bn.
BopoHexckasn o611
WBaHoBckas obn.
Kanyxckasa obn.
Kapenus pecn.
Kvposckas obn.
Komu pecn.
KocTtpomckas o6n.

O6opypoBaHne Kon-o
Annapat H/BJ 3
Acnvpatop 13
MeLuoxk Amby 15
OtkawnvBatenb 3
MynbcokcumeTp 5

PacxogHbie MaTepuanbl Ans
AblXaHua

PacxogHble matepuanbi ans
nuTaHus

KpacHopapckuin kpai
Kpeiv pecn.

MockBa
IVMlockosckas 0.
Hwxeropopckas obn.
Hosropopckas o6n.
HoBocunbupckas obn.
Omckas obn.
OpeHbyprckasn obi.
PocTosckas o6n.
CankT-Tetepbypr

Caxa pecn.
TaTapcTaH pecn.
Tsepckasn o6n.
Tomckasn obn.
Tynbckas obn.
TiomeHckas obn.
YomypTckas pec.
YnbsHosckas obn.
XabapoBsckuit kpan
XaHTtbi-MaHcuicknn ao
flpocnasckas o6n.

CroumocTb TCP Kon-o Croumoctb

1027 000 Kopcer 5 190 000

190 000 Kpecno-konsicka 5 333 300

26 000 TyTopb! v opTesbl 10 2980000

720000

11 000

277 000 Miruennueckue cpepcrea 47 000

77 000 Cneunanu3npoBaHHoe 54 000
nuTaHue
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«[oporvie apy3bsi v BCe Te Ntoau, KOTopble He
ocTanuck paBHOZYLLHbI K Moevi cyabbe! 5 xo4y
ckasaTb BceM orpomMHoe criacvbo, bnarogaps
BaLLeMy y4acTuio B BEHEXHbIX cbopax Ha
XKU3HEHHO BaXXHbIV /11 MEHS1 AibIXaTeNbHbI
arinapar, ¢hoHg «Cemby CMAY cMmor 6bicTpo
ero npviobpecTtu. Ternepb A Mory crnactb
CINOKOVIHO, BEPHYTLCS K CBOEMY MPEXHEMY
06pasy X13H 1 3aHNMaTbCS CBOEN IIo61MOV
paboTou. Bcex cnos Bo BCeneHHOM He XBaTUT,
4T0bbI BbIpa3uTe Moe cHacTbe! 5 co ceoev
cemMbeVi BCerpa paccHuTbIBany TofbKo Ha CBOU
cvnbl, v 9 HUKorga 6bl He Nogymarna, H4To Mou
npobnembl 6yayT KOro—To TPEBOXUTb, HO TENepb
A1 TOYHO 3HaK0 — Yyfeca bbiBaroT v [obpbie noan
ecTb Ha 3emrie! B ckopom BpemeHy BeigeT
N1eKapcTBo, U UMEHHO 6narofaps Bam s CMory
ero goxgatscsl!ly

Hapbsi KoctuHa

Bnaropapvm Bcex, KTo nogaepXvBaeT (hoH.
bes Bac He Bcerga nony4aetcs, 4Tobbl HaLum
AeTv Xuin goma ¢ poaHsbiMuy. Begs ans atoro vm
C/TMLLIKOM MHOIO HY)XHO BCSIKVUX MEANLMHCKUX
rnpnbopos. A K npubopam eLle 1 BCEBO3MOXHbIE
hnnbTPbI v KOHTYPBI. VIHOr[a beiBaeT v Tak, 4To
3anackl KOH4atoTCS, 8 B PErVIOHaxX 1 He KyrTb
nx coBcem. Kak pas B Takow KpuTu4eckmi
MOMEHT Ham rpuse3sn thunbTpsl K VIBITn
oTkawunmsartento n3 gooHga CMA. Mbi o4eHb
brarofapHbI 3a TaKyto MoMOLLb U MOAAEPXKY!

Mawma lNonuHbi P.

«[JaHn3rnb YKy 04eHb NOHPaBUIach KOMACKa.
o Ha4arny, KOHe4YHO, Mbl HE MOrTN K HEV
MPUBBIKHYTb, @ cenyac yxxe no 2-3 Jaca yxe
MoxeM B Hevi cupeTsb. Criacvnbo Bam orpomMHoe
pavi 6or BaMm Kperkoro 340p0Bbsi M CHACTbS, U
Bcero camoro xopotuero!!!

Mawma HaHnana M.



MpoexT Apantauyus

KoopauHatop npoekra:

Enena KapnyxuHa
family@f-sma.ru

Y1o mbl genaem?

WHchopmupoBaHue
cemen

Lncppe!

88 cemein okazaHa
KOMMneKcHas
MOMOLLb B paMKax
npoekTa apganTaLuy.

Bornee 900
NHHOPMALMOHHbIX
3anpocoB MNOCTYNWIO
B hoHA OT cemMei

—

418 Tbic.

pybnewn

Ncuxonormnveckume
KOHCYNbTaLMK

31 cemba 0b6paTunack
B thoHf cpasy nocne
NOCTaHOBKM AMarHo3a

700 ceven co CMA
COCTOSIT y4aCTHUKaMM
rpyMMbl MOAAEPXKKM
choHAaa B coumanbHbIX
ceTsax

Pecypchbi:

30
BOJIOHTEPOB

BEa

["pynnbl nopaepXxku
B COLICETSX U O4YHbIE
BCTPE4u cemen

[Mcuxonormnyeckas

paboTa Benack c 38
CeMbAMY.

Mposepero 147
MCUXOSIOrMYECKUX
KOHCYNbTaLun.

12 koopauHaTopoB
BOMOHTEPOB NOMOoranu
cembamMm co CMA

B PErVIOHE CBOEro
NPOXMBaHNS

AsanTauun

AT

-

Kakyio npo6nemy pewwaem

Mocne NocTaHOBKM AMarHo3a poaUTeny HaXOAATCS B COCTOSHUM (DPYCTPaLIMK, HUHEro He 3HatoT 0
3aboneBaHuU, He MOTyT OLIEHWTb COCTOsIHWE pebeHka, He MMetoT Heobxoaumoro o6opyaoBaHKSA, He
YMeloT 0CyLLeCTBNATL NpaBunbHbIN yxof 3a 6onbHbIM. /13—-3a aToro coctosiHue 6onbHbix CMA yxya-—
LLIaeTCs U pa3BKBalOTCA BTOPUYHbIE OCNOXHEHMS. B 0cobo Taxenbix cnyyasx pebeHoK 3KCTPEHHO
nonapaeT B peaH1MaLio, rae NoaKioyYaeTcs K annapaTy UCKYCCTBEHHOM BEHTUNALMN NErkux 1
MOXET MPOBECTV AOBOMbHO ANUTENbLHOE BPEMS A0 TEX MOP, NMOKa Y POAUTENEN He MOSBUTCH BO3—
MOXHOCTb 3a6paTb ero foMon.

BonbHble co CMA 1 nx cemMbm 4acTo BbINafatoT U3 akTUBHOM COLManbHOM XNU3HU N3—3a
thranHeckmnx orpaHUHeHUi, BbiaBaHHbIX 60Ne3HbI0, HeNPUCNOCOBNEHHOCTM OKPY>XatoLLer cpeabl,
HeroToBHOCTM 06LLeCTBa NPUHATbL NtofAer ¢ 0C06eHHOCTAMMW. MHOrMM ceMbsiM TPYAHO NPUHATL
[MarHos, He Nony4uBe KBanUMULMPOBaHHON CBOEBPEMEHHOM NOAAEPXKM, OHU Bee 6onbLue
3amblkatoTcs B cebe 1 cBoux npobnemax. VIHTennekT y 60nbHbix co CMA He HapyLLeH, Ho M3—3a
HEBO3MOXXHOGTY MOMHOLIEHHO 1 aKTUBHO B3aMMOLENCTBOBATh C OKPY)XEHVEM OHM HacTo He MoryT
pean13oBaTb CBOW NOTEHLMa, YyBCTBYIOT Ceb5 HEHY>XHbIMW 1 6POLLEHHBIMU.

Lenb

[Nomoub 60nbHBIM co CMA 1 1x cembaM aganTMpoBaTbCS K CNOXHOW XU3HEHHOW CUTyaLmm, CBA—
3aHHOW C anarHo3oMm. [ogroToBuTb poauTenem K xxmn3Hu ¢ peberkom co CMA. MuHummnanpoBaTb
PUCKM BTOPUYHBIX OCNIOXHEHWI, YMEHBLUUTbL KONMYECTBO ClyYaeB 3KCTPEHHOro nonagaHus AeTen
Ha V1B, ynyywumnTb ka4ecTBo xun3Hu pebeHka v Bcel ceMbi B LienoM. CoxpaHuUTb CeEMbM B KA4eCTBe
MOSHOLIEHHbIX Y4aCTHNKOB 06LLIECTBEHHOMN XN3HN.

CyTb npoekTa

OkasaHve BCECTOPOHHEN NMOMOLLIM 1 NOAAEPXKKM AeTSM 1 B3pocnbiM co CMA, a Takxe nx

cemMbsaAM 1 Bnnskmnm nioaam. MNMaTpoHax cemert 1 NOMOLLb B afanTaumm K 3a6oneBaHuto, okasaHue
NpoeCCUOHaNbLHOM NCUXONOrMYECKOM NOOREPXKKN.

AkTnBM3aums naumeHTckoro coobectsa CMA, HanaxuBaHve B3aUMOAENCTBIS, COTPYOHUYECTBA,
06MeH 3HaHVAMK 1 OMbITOM M0 yxoay 1 noMoLLm naumeHTam co CMA mexay cembsimu. [NomoLLb B
couvanuaaumnn getei 1 Bapocnbix co CMA, npoBefeHve [OCyroBbiX MEPOMNPUATIA ANS CEMEN.




KomnnekcHas paﬁtrra C cemMmbsaAMNn

B mae 2017 roga 6bino npuHATO peLueHne 06b—
EOVHUTL NPOeKT «HoBoAMarHOCTUPOBaHHLIEY C
npoekToM «AganTtaumay. 3To BbI3BAHO TEM, HTO
1N3—3a OTCYTCTBUSA BO3MOXHOCTM NMOJSTyHEHNS
CBOEBPEMEHHOM MOMOLLM 1 MH(DOPMaLIK 0 38—
BoneBaHnK, CeMbU, 4ABHO XMBYLLME C AaHHbIM
3a6oneBaHNEM, 3a4aCTyHO 0Ka3bIBAOTCH TAKXKe
He afanTUpPOoBaHbI 1 HE MOAroTOBEHbI K pas—
BUTWIO 3a60MEBaHNS, Kak M HOBOANArHOCTMPO—
BaHHbIE, U C HMM A0IKHA BECTUCH TaKas Xe
TLWaTenbHan paboTa, Kak U C CEMbSAMM, KOTOpPbIE
TOMbKO YTO MOMY4YUnM AUArHO3.

WHchopmauymoHHbie 3anpochl

BonbLUMHCTBO CEMEV XVBYT [OBOMBHO AANEKO
oT MOCKBbI 1 4aCTO HE MMEKT BO3MOXHOCTb
NoMny4MTb HE TOMbKO FPaMOTHYH MEAULIMHCKYHO
NMOMOLLIb, HO ¥ MHChOpPMaLMto 0 3a60neBaHUN.
Mbl cTpeEMMMCS K TOMY, 4TOBbI NoMOLLb Bbina

B pamkax npoekTta aKkTMBHasA KOMMNeKcHas
pabota Benack ¢ 88 cembsamu. 113 Hux 31 —
HOBOAMArHOCTMPOBaHHbIE. [TOMMMO 3TOro, Mbl
0TBEYanu Ha pasoBble BOMPOCHI APYr1X CEMEN
co CMA Kpome Toro, B hoHg noctynuno 6onee
900 3anpocos no pasnuyHbIM acnektam CMA
ot gpyrmx cemen. O6LLee KonMyYecTso cemen,
KOTOpbIM NomoraeT poHg, Ha koHel 2017 ropa
-511.

LOCTyrNHa BCEM, NO3TOMY C YAOBONbCTBUEM
KOHCYNbTUPYEM CeMbW No TenedoHy, oTBe4as,
Kak Ha o6Lume Bonpockl no CMA, Tak 1 Ha fo-
BOSbHO pepgkue, cneumguyeckmne Tonbko ans
[aHHOWM KOHKPETHOM CeMbM BOMPOCH!.

BoT nuLb HekoTopbIe M3 TEM, C KOTOPbLIMM K HaM obpaLlanunck:

Tema Kon-o
KnuHuyeckune nccnepoBaHns 1 nekapcTso 183
3anpoc Ha MeaULMHCKYHO KOHCYMNbTaLmio 166
MegnnumHckoe ob6opynoBaHme U 0CO6EHHOCTY UCMNONb30BaHUA 140
3anpoc Ha nony4eHve MaTepuansHon MoMOLLN 118
Peabunutaumnsa n ocobeHHOCTN OpToNeaMyeckoro ConpoBoXAeHNUs 87
MuTanne n BAbI 49
3anpoc Ha IopUANYECKYO NOMOLLb 46
KomnnekcHble KOHCYnbTaumm ¢ HOBOANArHOCTMPOBAHHOW CEMbEN 39
OvarHoctrka CMA (3M, reHeTM4eckas, B TOM YuMcre npeHaTanbHas) 37
Bbinvcka 13 peaHMmaummn 1 NOMOLLb B 3KCTPEHHOM CUTyaumm 17
06LLme MeanUMHCKNE BOMpPOChI 15
Onepauys No MCNPaBneHno CKoNMo3a 11
Bcero 908

Fpynnbl nogaepxKu

Mop Mopepauuelt CoTPyaHUKOB choHaa v BO—
NOHTEPOB B COLMarbHbIX CETAX NPOAOKatoT
CBOE CYLLIECTBOBaHVE [BE Ipynmbl NOAAEPXKY,
06LLiEE KONMYECTBO YHaCTHNKOB KOTOPbIX Npe—
BbilwaeT 700 yenosexk.

B atux rpynnax poautenu geten co CMA n
B3pocrible ¢ 3TM 3a6oneBaHnem MoryT 3afaTb
BOJTHYOLLIME X BOMPOChHI V1 NMOAENUTLCS CBOVIMU

nepeXunBaHVsaMM UK, Hao60POT, OMbITOM, NoMNy—
YnTb HeobxoaMMmyto NoaaepXKy. Takme pogu—
TenbCKWe rpynnbl MOMOratT 0CO3HaTb, YTO Thl
He 0fIMH C Takow npobnemMon 1 Takum peGeHKomMm,
rnomorarT MoBunn3oBaTb CUMbl, UCMOMNb30BaTb
npumMep Apyrvix poautenew, 4Tobbl He cAaBaTb—
csi n natv Bnepen B 6opbbe ¢ NposiBIeHnsIMM
6onesHun.

Mcuxonornveckas nomolyb

C mas B choHae Havan paboTy ncvxonor Onbra
XapbkoBa. [Ncuxonor NpoBoOAWT Kak pa3oBble
MCUXONOMMYECKNE KOHCYNbTALMUK, TaK U LMK
KOHCyNbTaumir. Tak Kak NCyXomnorus ocBeLLaeT
camble pasHble CTOPOHbI YENOBEHECKOW NNY—
HOCTW, TO N TEMbI KOHCYNbTaLUM GbIBaOT camMble
pasHble, Ha4VHasA C NO3HABATENbLHOM0 Pa3BUTYS
pebeHkKa V1 3aKaH4MBas TPEBOramm 1 Nepexmvi—
BaHWSIMW CaMNX POAVTENEN.

KooppguHaTtopbl B permoHax

Hawwa cTpaHa — o4eHb GonbLuas, 1 pasbpoc B
paccTosHUN — TOXE, 8 MOMOLLb HyXXHa BCEM,
He3aBMCVMO OT MecTa npoxvBaHus. CeTb ko—
OpAMHaTOPOB B PErVMOHAax NomoraeT Hambornee
3(htheKTUBHO BbICTPanBaTb CUCTEMY NMOMOLL
1 COMPOBOXAEHUS CEMEW, CTONKHYBLUMXCS CO
CMA.

PervoHanbHble KOOPAMHATOPbI XOPOLLIO 3HAKO—
Mbl C NpobnemMamm 1 CNoXXHOCTAMM, C KOTOPbIMU
CTankMBalTCs CeMbU, 3HAKOT 06 0COHBEHHOCTAX
3abonesaHus 1 yxoga. Kak npasuno, Bce Koop-—
onHaTopbl B «Cembn CMAY camu ABnatoTcs
nnéo pogutenamu pebeHka co CMA, nnbo
B3POCHbIM C 3TUM ANarHo30M.

B 2017 ropy koopavHaTopbl AENCTBOBaNU B
TaKuMx pervoHax, kak Antanckui kpai, ben-

[porpamma paboTbl ¢ NCKMX0NOroM COCTOUT

13 umkna npogonxutensHocTeo 8-10 BcTpey
(04HbIX MK 3a04HBbIX), Nporpamma paccHyuTaHa
Ha 1-2 mecsaua 3aHaTWR. MopobHbIN Kype, Kak
npaBuno, NO3BONSET yCrneLHo npopabaTtbiBaTh
OCHOBHbIE ncuxonormnyeckme cnoxHocTtu. Linkn
BbICTpavBaeTCs MHAMBUAYaNbHO NOA Kaxabin
3anpoc.

Ncmxonormyeckasn pa6oTa Benack ¢ 38 cembsi—
MW.

Bcero nposegeHo 147 Ncuxonornyeckmx KoH—
CynbTauun.

ropofckas o6nacTb, Kanyxckas obnacts,
KnpoBckas o6nacTb, KpacHogapckuin kpai,
Hosocwnbupckas obnacTb, CaHkT-TleTepbypr

1 0, CBepanosckasn obnacTb, TatapcTaH,
TromeHckast 06nacTb, ApocnaBckas 06nacTb.
EcTb TakxXe KoopanHaTop AN B3pOCTbIX Noaen
co CMA. B naHHbIX pervoHax npoxvsaeT 6onee
180 cemei ¢ 3TUM OUArHo30M.

KaxgbIl pervoH HaLlern cTpaHbl UMeeT CBOU
0COBEHHOCTY, B KaX[10M — Pas3HOe Konm4e—
CTBO CemMeWn, pasHble BO3MOXHOCTM NONy41Th
nomoLLb. Ho B kaxxaom 13 Hux — bnarogaps pa—
60Te hoHAa M HaLLWX pPervoHarnbHbIX KOopanHa—
TOPOB 13 Yncna cemMent — CTaHOBUTCA BO3MOX—
HbIM TO, 4TO ELLe COBCEeM HelaBHO Ka3anocb
HEBO3MOXXHbIM.



Meponpusatua

30 anpensa 9 cemen cobpanunck Ha NpasgHUKe
«BcTpeya BecHbI» B Mockse. CeMbsM HacTo
X04eTcs 3a6biTb 0 3a60neBaHUK, 0 U3NYECKNX
OrpaHVYeHUsIX, KOTOPOE OHO HanaraeT, U MPOCTO
NMOBECENUTLCS, NOOBLLATLCA [PYr C APYroM, No—
BbITb B KOMM@HWUN TAKUX Xe, Kak Tbl, TEX, KTO N0—
HVUMaEeT. YBUAETb BXMBYHO NMOAEN, C KOTOPLIMA
o6LLancs TonbKo no MHTepHeTy. Mbl cTapaemcst
NMoMoYb CEMbSIM U MPEROCTaBUTb MM TakKyo
BO3MOXHOCTb. /IMEHHO NO3TOMY Mbl MPOBOAVM
BCTpeyun ceMen. Begb noMumo coumanusaumm
3T0 MOMOraeT ELLE 1 XOPOLLIO OTAOXHYTh U Nepe—
KMOYUTBCS.

«[py3bs, o4eHb xo4eTcs nobnarogapyte PoHA
"Cembn CMA" 1 Bcex BONOHTEPOB 3a 3aMeya—
TesnbHbIV, A Obl faxe ckasana BonLuebHbI AeHb
BMmecTe. bbir 3ameyatesnbHbIvi MacTep—KIacce ro
rocagke [omalLLHuX UBeToB. Becernbie knoy—

Hbl He faBanv cKy4aTb AETAM, 04E€Hb BKYCHbINA
oben. V1 rmaBHoe, Tak MHOro No3uTUBHbIX
3MoUuWI, BEeTV YCTpanBany roHKM Ha KOISICKaXx,
coopyxanv rnoe3g. V1 BoobLye 6bino 04eHb
ro—-[oMaLLHeMy Terio, YKOTHO U He XOTeNoCh
yxoguTe. [NonvHka Be4epom MHe ckasana, 4To
3TOT AeHb Bbl1 NPOCTO 3aMedaTernbHbIN. [JaBari—
Te vyaLye BcTpeyvatscs!lly

Mawma lNonuHbi

«Mbi c Butanskov nocetuv 3amedaTennsHoe
meponpuvsaTue, opraHu3oBaHHoe b® "Cembu
CMA". Butanbka nepBbivi pa3 rnobsisasn Ha
Takom "ocobeHHom" npasgHuke. [Jo cux nop
riog Brne4yaTieHuemM, BCrIoMUHAET KakK OH caxarl
LiBETOK, BECESIbIX KITOYHOB, LLYMHbIE Urpbl 1
BKYCHbIVi 06€ef, a TakXe rogapuin MHe MUHYTbI
nepenbILLKu v TEérnoro obLyeHus. Cnacubo Bam
6onbLUoe, AEBOYKY, YTO A4AETE 104yBCTBOBATS,
4TO Mbl HE OfHW HaeaMHe C 3TOV KOBapHOW
b6one3Hbo CMA.»

mama Butanvka

MoMHUTL, YTOBbI XUTb Aanblue

Bropas cybboTa aBrycta — AeHb, Koraa 3a—
XWUrarTCsi CBEYM B NaMSTb O TEX, KTO Npourpan
cBoto 6mTBy co CMA. HTobbl nogaepxatsb Tex,
KTO cenyac 6opeTcs ¢ 6onesHbHo.

BaxHoe Bcerga gaetcs Henerko. Mbl BHYTpU
Hallero HebornbLWOoro POHAOBCKOr0 KOMNeKTBa
PELLVNM He NPOCTO NPU3BaTb BCEX 3aXeyb CBE—
4u, 4TOBbI NOAAEPXKaTb MUPOBYIO UHULMATUBY, @
nonpo6oBaTk NoroBopuTsL 06 3ToM. [loroBopuTb
He C 3aKpaHa MOHWTOpPA, a NIMYHO C rnasy Ha rnas.
Korga mbl roBoprm, 4T0 60ne3Hb 3aTparveaeT
BCH CEMbHO, 3TO HE MPOCTO crosa. 370 NpaBaa
Xm3HW. Korga Tbl norpyxaeLubes B Myp 6ones-
HW, MCMbITbIBaELLb rMyboKoe oTHasHe, KOTopoe
HaKpbIBAET C rOMOBOM, KOTAA Thl MOHUMAELLb,
YTO Maro 4T0 MOXeLLb MUBMEHUTb. YT0 Tbl He
MOXeLLb N36aBUTLCS OT FPO3HbIX NPOSIBIIEHWN,
a MOXeLLb NPocTo BbITb PAAOM, MOMOraTbe HaUTK
Ty NPOTOMNTaHHYH TPOMY, KOTOPas MOMOXET C
MUHVMManbHbIMWU NOTEPAMW NPOBUPAaTLCS Yepes
TOT Nec NpPensaTCTBUIA, KOTOPbIN BbICTpanBaeT
nepepn To6on CMA. 310 NnpaBaa noxoxe Ha
LpemMy4uin BonwebHbI 6ypenomM B orpoMHOM
TEMHOM flecy, Yepes KOTOpbI Tl QOMKEH NPO—
BpaTbcs. I/l XopoLlo Koraa NosBnstTCA OroHbKN,
KOTOpble MapkmpytoT 6esonacHbl nyTe. Cnacu—
60 BCeMm, KTO NpULLIEN, KTO NOAENWNCSA CBOUMU
NCTOPUAMM, KTO NoAaep:xan Hac y cebs goma,
3axuras cBevy.

Korga ropsit cBe4n — He Tak CTpaLUHO MaTu
[anbLue No 3ToMy U3BUAMCTOMY MYTU XXM3HWU CO
CMA.

51 npviBbIKNa BCe AepXXaTb BHYTPY, MPOXMNBETbL
v nepexuBaTs. Ho nepexvBas — 1 XOpoLUo no—
HVYMato, KaKoW 3TO pecypc, 4Tobbl ATV AarnbLLe
1 He chaBaTbCA, NpoJonxats 3Ty 6opbby. [na
cebs, ansa ceoero pebeHka, Ans Apyrix geTeu,
B3POC/IbIX, CEMEV, KOTOPblE Cenyac npo[onxa—
K0T CONPOTUBIATLCSA TOMY, YTO AenaeT ¢ Hamu
CrMHanbHas MbilLeYHas aTpogus.

Korpga mbl 3agymanu 3Ty BCTpeYy MHe cTarno
6eCKOHEYHO CTPAaLLHO, CTPALLIHO OT TOro, 4T0
HE CMOry HawiTu HyXXHbIX CI10B, YT0Bbl MepesaTb
7O, YTO YyBCTBYHO r11y60K0 BHYTPY. CTpaLUHO

OT TOro, 4TO He CrpaBtCh C COBCTBEHHBIMU
MepexxuBaHNaMU, KOTOPbIE KaXAbIA [EHb CO
MHOW, HO 0 KOTOPbIX S CTAapParChb HE rOBOPUTH
BCryx. Ho Bce xe — nopa roBopuTs 1 0 Takmux
BeLLax He TONbKO B MHTEPHETE, HO 1 BCIIYX.
[poroBapuBaTh ¥ TEM CaMbIM @HHUMTMPOBATS,
YHUYTOXATb Ty 60/Ib, KOTOPAS MI0XET U3HY—
Tpu. [0BopUTB, YTOGKI HaVTY B cebe cubl UGTN
panbLue. Mbl nonpo6osanu. V1 370 6bin BaXHbLINA
OrbIT.

Ornbra NepmaHeHKo, Mama AnuHbI v AMPeKTop
bnaroteopuTensHoro ¢hoHpa «Cembu CMAY



Ewe ron Hazap s 6oanackb Benyx npousHocutb «CIVIA»

WV kak Bce nomeHsnock 3a atoT rog! Cevvac s
cYacTmBa, Korga y MeHsi eCTb BO3MOXHOCTb
roBopUTL 0 (hOHAE, 0 HaLLMX AETSX, O HaLLewn
XKn3HW. CHacTMBa, Koraa KT0—T0 ClbILLUT U OT—
KITMKAETCH C XenaHnem roMob.

Tpwv roga Hasag, nocne roga MHEHoPMaLoHHOr0
Bakyyma, y3HaB o choHge»Cembyt CMA», Mbl
BriepBble nonanv Ha «KmHuky CMA». Mepo-
MpUATUE, KOTOPOE KaX[bIvi MECSIL| MPOBOANT
¢hoHp, rae ceMby MOTyT Momy4nTsL 6ecrnaTHble
KOHCynbTauumm fyyLumx Bpaden. Torga, y3Has,
47O 51 He 04Ha, 51 pbifarna Ha cryx6e B xpame rpy
Mapdgo—-MapuvHckor obuTeny, rge npoxoauT
«KnnHyka CMA».

[NoTom pbigana Ha npvieme y ncuxosnora, He—
Bposiora, neauaTpa v 0CTanbHbIX CreLnanicToB,
KOTOpble HAac KOHCYnbTpoBanu. AGCOMOTHO He
Kenasi CribILuaTh Y NPUHUMATh BCE TO, HTO OHU
MHe roBopsIT. 51 He Morna CMUPUTLCS C TEM, HTO
Mbl HE MOXeM NoMoYb cBoemy pebeHky. MHe
Ka3arnock, 4To cenvac HaMm BbINULLYT «BOSLLE6—
Hyro TabneTky» v Bce HanaauTcs... Ho yBbl...

Ewye 4epes roa, npuexas Ha | KoHghepeHumo
CMA B Poccuu, KoTopyro BCe Takxe opraHy—
3oBan ®oHg «Cemby CMAY, ysHaB Tam 3a 4
[HS1 04EHb MHOMO LIEHHOW HGhOPMAaLmM 1 ro—
3HaKOMUBLUMCb CO crieymanicTamm M1poBoro

MacLuTaba, 51 yeaxana abCcontoTHO OryCTOLLEH—
Hasi MOpasbHO 0T CBOEro 6eccuvisi u BCe Toro
Ke HEMPUHSATYS N HEXenaHwsl ByMaTb 06 3Tom,
roBOpUTL; HEXenaroLyasi, 406 06 3TOM 3Hanm
3HaKoMble, POAHbIE..., HE rOBOPS YKe 0 NocTo—
POHHVX NIIOASX.

WV BoT cenyac..., criycta 3 roga, nocetus Il
Korgpeperumo CMA, rae 2 aHs noppsa sitanv
TIeKUYUM Y KOHCYTbTUPOBAM fy4LLne JOKTopa
Poccuum, Amepukun, Vitamn, Benvko6putaHy,
51 a6COMTHO CrIOKOVHaSs, yBepeHHasi B cebe,
MpUHSBLLUASA, HO He cMuypuBLUasics! [oToBa
roBOPUTBL, [AenaTk, MoMOoraThb, AeIUTLCS OMbITOM,
4T06bI CEMbBY, Y3HABLUVE 0 avarHo3e CrivHarnb—
Hasi MbiLeyHast ATpochuisi, Takxe, kKak u s 3
roga Hasag, He 0Ka3arich B MHEHOPMALVNOHHOM
Bakyyme. Y MHOIMVX U3 HUX HET BpeMeHM Ha 06—
AyMbiBaHWe. l/lcribiTaB ropeys notepu, s 3Hato,
470 Bpemsi 6eCL{eHHO 1 OT TOro, Ha CKOMbKO
orepaTvBHO OHY MOJTyHaT MOMOLLb, 38BUCUT
XXN3Hb ux geten!

Criacnbo ®oHay «Cembn CMA» 3a TaxenenLuyo
paboTy, KOTOPYHO OHVI AENaKOT KaxXabii AeHb. IT0
He TOMbKO MHEhopMaLWS, HO 1 OrPOMHas MO—
parnebHas NogaepXXKa v BO3MOXHOCTb 0BLLEHUS
¢ bnnakumu Tebe no [yxy nogsmm!

AHactacusa Pe3HukoBa

Yr1o moxert uenosek co CIVIA? Bce!

MHe 34 roga v y meHss CMA. A ecnivi mo—pyccku,
10 51 cnabee 3x-neTHero pe6eHKa, 1 He X0XY,

a nepeABUratoChb Ha KOJAICKE C 371eKTPorpu—
BOJOM, [TOTOMY 4TO MOrY yrpaBsiTb TO/bKO
[KOVICTVKOM.

Nopov KOMMbIOTEPHYHO MbILLIKY ABUraK0 [BYMST
pykamu. [locnenHve nonrona MeHsi KOpMUT
Mama, MoTOMY HTO Yy MEHSI HET CUI MOAHSTb
TI0XKKY. KapTvHa MpayHasi, Ho 3T0 MOs1 XW3Hb, B
KOTOPOVI eCTb U Apyrasi CTOPOHa.

Opra+n3oBaTs 6n1aroTBopUTENbHYIO akUmio Ais
rOMOLLM XNBOTHbLIM rOPO[CKOro MacLutaba,
ans ropoga 8 120 Teica4 xuTenew — 3anpo-
cto. [py 3ToM Bce bbIno caenaHo He BbIXOAS N3
loMa v KOOPAVHVPYS BCEX M0 TenegoHy v B
coymanbHbix ceTsx. Ketatu TeneghoH ans MeHs
TOXe HernoabeMHbIv. B pesynbTtate nony4mnnocs
rpuvBIieYb BHUMaHWE K npobrieme 6e3[0MHbIX
XKVBOTHbIX ¥ cOBpaTh HaTyparnbHyt 1 MaTepu—
anbHyto nomolb. KoHe4Ho, 6e3 apy3ev caenatb
370 6bISI0 HEBO3MOXHO.

OPFBHMSOBaTb Ha 6e3B03me34HOoV 0OCHoBE
KypcChbl rno D@yLIEHMI'O MOXWINbIX JTH0AeN KOMIbH—
TEePHOV rpa@MOTHOCTY — peasibHo. A Befy rakme

Kypchbl yxe He nepsbi rog. OgHoBpeMeHHo B
«knacce» bbiBaeT 5—7 HenoBek. Kaxgomy Hyx—
HO yAenuTb BHUMaHWe 1 JOHeCTV MaTepuar Tak,
4T06bI MOHAMM BCE.

[Ha, cHa4ana nogv ckenTn4ecky 0THOCATCS

K rperopaBaTesnto Ha KOMISICKe C He 3BOHKUM
ronocom. 3atem oHW MOHUMAOT, YTO BHELLHWUI
BWA 3TO HE UHAMKATOP, BHYTPY YE0BEK MOXET
bbITb Apyrvim, 6onee riyboKuM.

370 UL 4acTb TOro, HTO MOXET cAenaTth
4er10BeK B Moem cocTosiHuW. KoHe4Ho, Bce mMou
[OCTVXEHWNS HEBO3MOXHbI 63 (hn3nHecKom
roMoLUYy BPYrx Ntogevi, B 0C06eHHOCTV MaMmbl,
koTopas 24,/ 7 BbINonHAET POsib MOUX PYK 1 HOT.

310 661110 661 HEPEANNbHO 63 MHOrO4YYCIEHHBIX
rafgXXeToB: KONSICKU C 3/1eKTPOrpyBOLAOM C pas3—
HbIMV ONUUSMU, MOALEMHUKaMY, MHOrOghyHK—
LmoHanbHov KpoBaTu, oTkalunmsatens, AMBY,
HVIBIT v mHorvx gpyrux.

Mosi X13Hb 3aBUCUT OT MHOIX (hakTopoB, HO
3T0 06bIYHAA XU3HB."

Enena Ky3sbmuHa



dDuHaHCoBLIN OTHEeT

NOCTYIMJIEHNA

HacTHble NoXxepTBOBaHMA

Cymma %
867409 16%
525000 10%
4002600 73%
100 000 2%
5495 009

KopnopaTvBHble NoxepTeoBaHUA
MoxepTBOBaHWSA OT APYrX HEKOMMEPYECKMX OpraHn3aLmn
[HeAtenbHOCTb, NPUHOCALLAsA AOXOA,

Wroro nocrynjieHvs:

PACXOAbI

[MpoexT «Oby4eHne n passuTre»

Cymma %
1373530 30%
429 379 9%
644737 14%
690765 15%
685486 15%
418 322 9%
307 488 7%
4 549 707

[MpoexT «/HthopmaumoHHO-13aaTeNbCKNAY

[MpoexT «CTpaTernieckne MHALMaTMBbI»

MpoekT «KnuHnka CMA»

[MNpoekT «AppecHas nomMoLLb AeTaM 1 B3pochbiv co CMAY
[NpoekT «AganTtauunsy

AOMUHUCTPATMBHbIE Pacxofbl

Wroro pacxoabi:
CymMMa ueneBbIX CPeAcTB v NoxepTBoBaHWA, nocTynnBLUnx 3a 2017 rop, coctasuna 5 4395 Thic.
py6new, npy 3ToM 6bIno ncnonb3osaHo 4 543 Teic. pybnen, B TOM Y1CHe Ha aAMUHUCTPaTUBHO—

ynpasneHyeckue pacxogbl — 307 Tbic. pybnew (7 % oT ncnonb3oBaHHbLIX CPeACcTB), Ha peanuaaumio
BnaroTBopuTENbHBIX NPorpamMm — 4 242 Teic. py6nen.

CMMW (no andrasury):

B6.ru nopoBbe.mail.ru
edialeaks

paBmup
[paBOOXPAHEHVE B po nannmaTue

TiomeHckom o06nacTu

ustelegraph.ru aiT NpaBuTENbLCTBA
aprivit.ru Vra 3alMTHUKOB NaumeHTos  CBeppanoBckor obnactu
3bwn.ru unocepane akue fgena

VKVMHOBOCTb nonatua.BY ACTHbIN KOPPECNOHAEHT

WucpopmaumoHHbie nosoab! (no andasuty):

Bantuiicknin KoHrpecc no aeTtckon
Hesponorumn

anyck npokata annapatos VIBJ1 8 Kazanu
nnotepanusa npu CMA

CTOpUM NaLneHToB

oHdhepeHuns CMA 2017

OHthepeHLMs «AKTyanbHbIE BOMPOCHI MOMOLLN
ceMbsim co CMAY»

thoHpe

epBoe nekapcTtso oT CMA

PVBMBKW HE BbI3bIBAKT FEHETUHECKNX
3abonesaHuin

emunHap «ConpoBoxaeHne 6onbHbIX
C HEPBHO—MbILLEYHbIMW 3aboneBaHNAMNY B
ExaTtepuHbypre
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Kak nomou4b

Oenamn

CraHbTe Hawwmm BonoHTEpom! Ml perynsip—
HO OpraH130yemM MepONPUVSITUS, CO3AAEM
MHHOPMALMOHHbIE MaTEpVarbl, U3LAEM KHUMM,
OTMPaBnsieM NOAOMNEYHbIM NMOCkIKK... [eno
[/151 XOPOLLIET0 YeroBeka Bcerpa Hanpetces. U,
MOXET BbITb, HAM 04eHb He XBaTaeT UMEHHO

BaLLero TanaHta?

PRO-bono

Ecnu Bbl xoTUTE noaennTbCA CBOMMUN yHUKanb—
HbIMU 3HAGHNAMU N YMEHNAMMU, I'IpOﬂyKLl,I/IBVI mnn

ycnyramu — Mbl 6ynem o4eHb pagp!!

KopnopartusHo

Haw 6naroTBopuTEnbHBLIM JOHA 3anHTEPECoBaH
B JONTOCPOYHbIX 1 MPO4HbIX B3aUMOOTHO—
LLIEHWAX C KOMMaHWAMM, KOTOpPbIle FOTOBbI
MaTepuanbHo nogaepxaTb hoHA, y4acTBoBaTh
B HaLLMX aKumMsaxX, MEPONPUSATUAX, KOHhepeHum—
Ax. Ham BaxxHO nopaepxvBaTh YBEPEHHOCTL B
HaC He TOMNbKO HaLLMX NOA0MNEYHbIX, HO 1 HALLIMX

napTHEPOB.

HdeHbrammn

Kaxpoe noxepTsoBaHue NpubnmxaeT Hac K
NOKYMNKe XMU3HEHHO BaXHOro o6opyaoBaHns ans
nopgoneyHbix hoHAa 1 peanm3aumm HaLmx Npo—
ekToB. Mbl 6ynem 6narogapHbl Bam 3a nobyto
CyMMy.

Bbl MoxeTe odhopmnTb pa3oBoe vnm perynsp—
HOe NoXepTBOBaHWE Ha CheunansHon CTpaHuLe
thoHpa www.f-sma.ru vnu otnpasus CMC

Ha kopoTkuii Homep 3443 co cnosom CMIA n
Yepes nNpoben ykasaTb CyMMy NOXEPTBOBAHNA
uncbpamu, Hanpumep, CMA 300.
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®
X M cma

HALLUWN PEKBU3WNTDbI
AnA BESHAJINYHOIO

NEPEBOLA:

BnaroTeopuTensHbIi thoHg NoMoLLm 6oMbHbEIM
CMUHanbLHOM MbILLEYHOM aTpodvelt 1 Apyrumm

HEPBHO—MbILLEYHbIMA 3aboneBaHnsMKn
«Cembn CMA»

WNHH/KNN 7724342940,772401001
OPIH 1157700018816

OKNno 51247736

OKB3[165.23

IO0p. anpec: 115408, Mocksa, yn.
Bopucosckue npyael, A. 48 kopn. 2 kB. 211

MouroBbi agpec: 115408, Mocksa, yn.
Bopucosckue npyael, 4. 48 kopn. 2 kB. 211

P/c 40703810438000003439
BAHK NAQ CBEPBAHK

K/c 30101810400000000225
BUK 044525225

Moxxanyiicta, penaa 6e3HannYyHbIA
nepeBoAd, yKaXxute cieayiowyio
uHhopmaymio:

KoHTaKTbl )xepTeoaTens (PO, e-mail,
MOYTOBbIN aAPec Unu TenedioH);

HazHnaveHnne nnarexa: ﬁﬂarOTBODVITeJ'IbHOE

no>XepTBoBaHME Ha yCTaBHbIe Lenn (vnn
Ha OI'Ipeﬂ,eJ'IeHHbIVI NPOEKT, ecnu Bbl xoTuTe

rnopep>kaTb Kakon—TO KOHKPETHbIA NPoekT).



BAarorsopuTensbHbin hoHA
«Cembun CMA»

KoHTaKTbLI:

@ +7 (495) 544 49 89

& info@f-sma.ru
e www.f-sma.ru



