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Hoporue apy3ba!

CnuHanbHas mbievHasn atpodns (CMA) — 6e3xxanocTHoe 1 Taxenoe
3abonesaHve, B 6opbbe C KOTOPbIM COTHW POCCUNCKMX CEMEN C
feTbMu 1 B3pocnbiMm co CMA HyxxgaloTcs B CBOEBPEMEHHO NOMOLLI
1 nogaepxke, B Hawwwmx ¢ Bamu BHumarun 1 3abore.

Haw choHp — coBcem Monofow, HO 3a HECKOILKO NET HaM yAanoch
COBVIHYTb TO, 4TO eLLie HECKOSbKO NeT Ha3af Kas3anocb HEBO3MOXHbIM
nameHuTb. Vctopua hoHaa Havanack B koHue 2014 ropa, korga
poputenu getert co CMA pelumnnm 06beanMHNTb YCUNA Ans Toro,
4T06bI HoNbLUE HE BbIN0 KHEBO3MOXHO NOMOYbY, a Bbina HopmMauwms,
LOCTYyMNHanA 1 KBanuunumpoBaHHas NOMOLLb, KOTopas nNpuxoauna bbl B
HY>XXHbI MOMEHT, KOrfia Tbl B HEV TaK HY>XXAaeLlbCs.

C momeHTa pervctpauum choHga B 2015 rogy npoLuno Bcero Tpuv roga,
N Mbl YK€ BUAMM, KaK MEHSIKOTCH XU3HW HALLNX CEMEW, KaK MEHAETCS
OTHOLLIEHVE Bpa4en, OTHoLLeHWe obLecTBa. Mbl ¢ BaMu 3HaeEM,

YTO NOMOYb — MOXHO! I/l 4TO AN 3TOM NOMOLLM HYXXHO HEMHOr0e

— [OCTaTO4YHO XENaHWsa 1 MOTUBaLMK, UHhopMaLIn U YMEHWI 1,
KOHEYHO, Nogaepxku 6naroTBoputenen, 4Tobbl OpraHM30BaTh cpeny, B
KOTOPOW Hy>XAatLLMECH CMOMYT HAMTN MOMOLLb.

Bcerpa o4eHb BONHWTENLHO NOABOAWTL UTOMM FOAA, NOTOMY HYTO
BCSIKWI pa3 KaxeTcs, YTO He BCE yCren 1nm caenan HeoCTaTo4Ho,
4YTO MOXHO Bbino BonbLue, nyyiue n adhdhekTBHee. B Bonpocax
MOMOLL HET NPefenoB, U, KOHEYHO, HaM eCTb KyAa CTPEMUTLCA 1
pactu. OgHako, ornsapiBasicb Ha3af 1 NbITasCb 06bLEAVHNTL B 3TOM
0THeTe CamMoe BaXKHOoe 3a NPOLLEALLNI rof, MOHMMaeLLb, YTO YAAnoch
Hemarno. M utorn 2018 roga nnaBHO nepeTekatoT B 06LLUMPHbIE NnaHbl,
KOTOpble NPefCcTOMT peann3oBaThb B NocneytoLme rofbl.

CospaBas hoHf, Mbl CTREMUMNMCH HE TOMNbKO 0Ka3bIBaTb afApeCcHy0
NOMOLLb KOHKPETHBIM CEMbSIM, HO U PEANN30BbLIBaTL NPOEKTHI,
HanpaBneHHbIE HA CUCTEMHbIE M3MEHEHWSI B 0Ka3aHWM NOMOLLM
6onbHbIM CMA. Kax bl feHb COTPYAHWKN U BONOHTEPbI hOHAa
paboTtanu Hag TeM, 4Tobbl 06NerynTb U caenaTe pagocTHee
KaxadbI AEHb XM3HW Hawmx cemert co CMA. Ml v Hawm akcnepThbl
nepenasan CBOW OMbIT Y 3HAHWS APYrM NIOASM W OpraHn3aumsam,
4T06bI cEMbM co CMA no Bcel CTpaHe MOrmn XXUTb AOCTONHO W1
nony4aTb He06X0AVMYHO NOMOLLb N0 MECTY NPOXUBaHWSA. I/l TO, 4TO Ham
y>Ke yaanocb caenath, BCENAeT Hapgexay Ha To, YTO Mbl ABUXEMCSH B
NpPaBWIbHOM HarnpaBseHuu.

Bnaropaps Hawen paboTte 1 nopaepxxke bnaroTsopuTenen y nogen

C OMarHo30M «CnuHanbHasa MbilLe4Hasn aTpodnsy NosBnseTcs BCe
6onbLue Bo3aMoxxHocTen. OgHaxxabl Mbl IPUHANM PELLEHNE USMEHUTb
>KN3Hb HaLUMX CeMeW, B3Ann Ha cebst OTBETCTBEHHOCTb U TEMEPb
NpPOCTO He MMeeM NpaBa o0cTaHaBnmeaTbes. /1 ¢ BaLLen nogaepxkon n
NMOMOLLIbIO Mbl ABVXEMCS TONnbKo Bneped. B mup, roe CMA — 6onbLue
He Npurosop.

Ot umenn komaHgb! choHAa 1 poccumncknx cemernt co CMA a 6naropapto
Bac 3a NofaepXXKy, NOMOLLb U COAENCTBME, KOTOPOE Bbl OKa3blBanm
Ham B 2018 rogy. Cnacunbo kaxaomy 13 Bac 3a Balle foBepve 1 3a
pobpoTy Bawwmx cepgely!

Cnacvbo Bam 3a nopaepxky!
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UnpopmMaumsa 06 opraHusaumm

BnaroTteoputensHbin choHa «Cemb CMAY nomoraeT getam u
B3POCHbIM CO CMMHANbHOM MbILLEYHOM aTpodinen 1 opyrumm
HEPBHO—MbILIEYHbIMU 3260M1EBAHUSMU N UX CEMbSIM.

@oHf paboTaeT no Bcen TeppuTopun Poccun.

PaboTta B choHLe BegeTcsA No ABYM HanpaBneHns: okasaHve
NoMOLLM HenocpeacTeeHHo camum 6onbHbiM CMA 1 nx 6nmnskum mn
paboTa Ha CUCTEMHbIE UBMEHEHVWS C CUTYaLMEN OKa3aHWUs MOMOLLN
1 NOAAEPXXKM CEMbSIM, B KOTOPbIX BOCNMTbIBatOTCA fet co CMA n

B3pOCnbIiM nauneHTam.

Hawa Mmuccusa

Copenctere pasBUTUIO HaLMOHaNbHOW 3(*)(139KTVIBHOI7I KOMMMEeKcHOM
CUCTEMbI MOMOLLW 1 MOJAEPXKY NALMEHTOB CO CNNHANbHOW
MblILLIEYHON anOCbI/IeVI " ApyrmumMmmn HepBHO—MbILLEYHbIMA

3aboneBaHMAMN.
anOpMTeTHaH 3ajava

ﬂDCTyHHOCTb 1 CBOEBPEMEHHOCTb MOMOLLIN KaXXA0MN CEMbE.

Co3paH B HosI6pe 2015 roga

Yupepurtenb

"epmaHeHko Onbra HOpbesHa

KoHTaKTbI:
+7 (495) 544 49 89

info@f-sma.ru

www.f-sma.ru

CMA - Bcero nuiub 60s1€e3Hb.
XXusHb 6onblie yem CMA!
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KnioueBblie gocTu)XeHus

Mbl c BaMu XVBEM B yAMBUTENBHOE BpeMs. Ha Halumx rmasax MeHsieTcs cyas6a niopert co CMA no
BCEMY MVpy, pa3pabaTbiBatoTCA M NOSBNSOTCA HOBbIE NEKAPCTBEHHbIE CPEACTBA, KOTOPbIE MEHSOT
TPaeKTopuWio 6ONE3HW 1 [A0T BO3MOXXHOCTb paauKanbHO M3MEHUTL CyabBbl U KAYECTBO XU3HN
Tbics4 cemer no Bcemy Mupy. «Koneco nctopum CMA» 1 B HaLLen CTpaHe NnocTerneHHo HabrpaeT

060poTbl. B 2018 rogy B Poccum BnepBble Ha4anvicb NporpamMmbl KIIMHUYECKNX MCCRefoBaHnm
HOBbIX NpenapaTtoB ans nederns CMA v 6bino nogaHo JOCbe Ha PermcTpaumio Nepeoro
NEeKapCTBEHHOIO CPEACTBA Afsi NAaTOreHETUHYECKOro Ie4EHUs CIMHANbHOM MbILLEYHO aTpodum
ons onobpeHnsa NnpymMeHeHns B Poccuy. Bcé 3To oTKpbIBaET HOBbIE MEPCMNEKTUBDI, M Y HALLINX CEMEN
noABNAETCH Hapgexaa Ha nobepny B 6ops6e ¢ 6onesHbH.

670 4yenoBek NpUHANK y4acTVe B
oby4atoLLmx Mmeponpuatusx choHga. B 2018
rogy mbl nposenu Il KontbepeHuumio no sonpo-
cam nomoLum naumeHtam co CMA B Mockse
1 [iBa pervoHanbHbIx cemyHapa: «LLlkona
CMA» B TromeHun n EkaTtepunbypre. BegyLumne
MUWPOBbIE 1 POCCUACKNE 3KCNEPTbI AENUNNCH
LIEHHBLIMY 3HAHVSAMM, OMbITOM W NTYHLLIMMMN Npak-—
TvKamu paboTbl ¢ 3a60neBaHNAMU C FOCTAMMN
MeponpuaTuin. Ham ynanock nepepats peakve
3HaHus 0 nomoLum npyu CMA 337 MeamumnHCKUM
crneunanicTam co BCel CTpaHbl 1 nepenaTtb
3HaHWA 06 ocobeHHOCTAX 3aboneBaHnsa 1 MeTo—
pax yxopa 253 60nbHbiM CMA 1 nx 6nmnakum.

Paspabotanu cepuio n3 9 npakTuye—
CKUX BMAEONocobun ansa pogutenei n bnmnakmx
6onbHbIX CMA. B kaxaom 13 9 Bugeoponmkos
Bpa4n—CcrneumanmncTbl NoapobHO AEMOHCTPU—
PYIOT MCMNONb30BaHME YacTo NPUMEHSIEMOrO Npu
CMA mepmumHckoro o6opynoBaHusi, paccka—
3bIBaIOT 0 NpaBunax yxoaa 3a 6onbHbIM, Korga v
Kakoe o6opynoBaHne HeobxoaAMMO NPUMEHSATb U
Kak NpaBuUnbHO 3T0 AenaThb.
Mol Hageemcs, 4To 3T1 BMAeonocobus, Nop—
roTOBMEHHbIE B NApTHepPCTBe ¢ Accoumaumven
npoeccuoHanbHbIX y4acTHUKOB XOCMUCHOM
NMOMOLLM, CTaHYT HEe3aMEHUMbIMW MOMOLLHN—
Kamu B apceHarne cpefcTs no 6opbbe 3a Xn3Hb
6onbHbIX CMA. 3a rog ponvky nocMoTpeni
6onee 16 Tbica4 pas.

[ns canTa choHOa NoaroToBnNEHO 1
ony6nukosaHo 40 cTaTei 0 NOCAEAHUX Hay4—
HbIX nccnegoBaHusax B o6nact CMA n knn-
HUYECKMX UCMbITAHWSAX HOBbIX NEKAPCTBEHHbIX
npenapaTos.

B 9 pervoHax cembsim nomoratoT u
BeyT aKTUBHYIO [EATENbHOCTb BONOHTEPbI—
KoopgavHaTtopbl hoHaa. Becero B pervoHax npy-
CYTCTBUSA HALLUX KOOPAMHATOPOB NPOXMBaET
6onee 235 cemeit ¢ guarHosom CMA.

374 xoHcynbTauum Nposeny Meau—
LMHcKMe cneumanucTbl Ana 60 Halmx cemen
B pamkax Meg1LMHCKOro npoekTa dooHaa
«KnuHnka CMA». Becero 6bino opraHnsoBaHo
1 nposegeHo 10 NoAMKAMHUYECKMX MPUEMOB
1 06y4atoLLMX NEKLMI HA TEMbI, KacatoLLmMecs
CMA v pa3nunyHbIX CTOPOH XMN3HW C 3TUM 3a60—
nesaHWeM, Ans CEMel, KOTopble He MOryT Nosy—
YUTb KBANMULIMPOBAHHYIO MOMOLLL M0 MECTY
xutenbcTtea. Cembu n3 30 pernoHos Poccumn
ctanu yqacTHukamu «KnuHuk CMAY.

71 cembs ¢ gnarHoszom CMA nony-
Yana KOMMIeKCHOe CONPOBOXAEHNE B TEHEHME
rofja B pamkax npoekrta «Agantauusay, cpegu
Hux 35 cemelt ¢ geTbMm, 06paTMBLLMXCS B (hOHA,
cpasy nocrne NoCTaHOBKM AvarHo3a. A Takxe
CoTpyaHVKKM choHaa nposeny 6onee 950 koH-
CynbTaLmii N0 pas3nmnyHbIM BONPOCaM OT Apyrix
cemei.

PoHa nogaepxvBaeT paboTy nocTo—
SIHHO OEVCTBYHOLLMX FPYNn NOAAEpPXXKU Ans
6onbHbIX CMA 1 nx 6nnsknx B coupmanbHbIX
CeTsiX, B KOTOPbIX 0BLLAHTCSA U KOHCYNBTUPY—
totcst 6onee 830 yenosek n3 Poccun 1 cTpaH
6biBLLEero CCCP.

278 KoHcynbTauuii NpoBen NCMUXonor
thonga. MNMpodheccroHanbHyo NCUX0Nornveckyo
nomMoLub nony4una 41 cembs.

82 cembun n3 41 pernoHa Poccun
nony4nnn agpecHyo MaTepuanbHyo MOMOLLb.
3akynneHo 1 nepefgaHo obopyaoBaHne Ha
cymmy 912 Thica4 pybnen. MNonyyeHo ot 6naro—
TBopuTenen PRO-bono 1 nepepnaHo nmyLiectso
Ha CyMMy eLLie 0KOMOo 2 MUNNMOHOB pybren.

669 6onbHbIX COCTOANO B peECTPe
CMA Ha koHeu, 2018 roga.



NleHeTuka

CMA — reHeTn4eckoe nporpeccupytoLlee
HEpPBHO-MbILLEYHOE 3aboneBaHue.
MpuunHon CMA siBnsieTca geneumns \
myTaumsa B reHe SMIN1 (reHe
BbIKMBAEMOCTM MOTOHENPOHOB). B Hopme
3TOT FeH KOHTPONUpPYET BblpaboTKy

6enka SMN, nrpatoLLero BaxkHyto porb

B MeTabonname HepBHbIX KIneTok. I13-3a
HepocTaTka 6enka SMN nponcxoguT noTepst
MOTOHEpPOHOB, ¥ B peaynbTaTe 60MbHble
CMA TepsitoT cnocobHoCTb ynpaBnaTe
CBOWUM TEMOM.

CMA - nepBas nNpu4vHa CMEPTHOCTYW AeTew
[0 2 NET 0T reHeTUYeckrx 3a6oneBaHunii.

Kaxabim 40 xutenb Hallen nnaHeTbl —
3[0pOBbIN HocKTeNb 6one3Hn. bonbLUMHCTBO
HocuTenen CMA paxe He goragbiBatoTcs 06
3TOM.

BepoaTHocTb poxpaeHusa peberka co CMA
y ABYX HocuTenew paBHa 25% npuv kaxaomn
6epemeHHOCTW.

OpwvH 13 10000 HoBOPOXAEHHBIX MO BCEMY
Mupy poxgaetcsa co CMA.

Mo cTratucTrke, Kaxabii rog 8 Poccun
poxpgaetcs okono 150 geten co CMA.

CMA moxeT 3acTaTb Bac B ntobor ceMbe 1 B
nto6or TOYKE MaHeTbl.

{o}

Mexanusm CMA

CMA — reHeTu4ecKoe HepBHO—MbILLEYHOE
3abonesBaHwve, Npy KOTOPOM pPa3BUBAETCA

nporpeccypytoLLan cnabocTe, aTpodius u

napanuy MblLL, B pe3ynbTaTe NopaxeHus
[BUraTerbHbIX HEMPOHOB.

BonbHble CMA nonHocTbio MHTENNEKTYansHo
COXpaHHbI, HO 6onesHb NPUBOANUT K
nocTeneHHoN NoTepe ABUraTenbHbIX
HaBbIKOB U fibIXaTenbHbIX IYHKLMIA, MULLIas
[eTel 1 B3POCHbIX BO3MOXHOCTUN CTOATb,
cuaeTb, ABUraTbCs, rMoTaTh U AblllaTh.

Y 60nbHbIx co CMA HekoTopble NpoCTbie
LENCTBYSA, TAKME KaK rnoTaHue, Kallernb 1
LbIxaHne, 3aTpyAHeHbI. VIHorga HacTonbKo,
YTO TPEBYHOT NPUMEHEHUS MEAMLIMHCKOr0
obopypoBaHus.

['/paMOTHO BbICTPOEHHas exxegHeBHas
paboTa c npoasneHusmMu 6onesHn

1 BTOPUYHBLIMUW OCMOXHEHWSIMUA,
MEHeXXMEHT CEKpeLMN 1 pecnmpaTopHas
noaaepXKka 3HauMTENbHO YBENNHMBAOT
NMPOAOSIXUTENBHOCTD U KAYECTBO XWU3HW.

HeTtn co CMA o4eHb pa3Hble. HekoTopble
[OXXMBAIOT [0 B3POCIOro BO3pacTa, a
HeKkoTopble YMUPAIOT B MIafleH4ecTBe.
[NepBble CUMNTOMbI MOYT NOSIBUTCSA YXe

B Nepvog HOBOPOXAEHHOCTW, @ Y KOro—To
Tonbko B Bo3pacTte 30 net. HekoTopble
naumeHTbl co CMA He mMoryT gaxe
NPUNOJHATbL FOMNOBY, @ APYrMe — COXPaHsT
CMocoBHOCTb XOAWTb AOCTATOYHO AONTO.

Kpatkue ¢pakTbl 0 CNMUHANIBHOM MbILLEYHOU aTPOoPUH

CyLuecTByeT 4 TMNa CNMHaNbHOM MbILLEYHON
atpochmn. Tunel CMA ycTaHaBnmBatoTcs
KIMMHNYECKW, B 3aBUCUMOCTY OT COCTOAHUSA
6onbHOro 1 ero cnocobHOCTEN, 8 TakXe oT
BO3pacTa NPosBIEHNS NEPBbIX CUMMTOMOB.

CnvHanbHas MblleyHas atpodms | Tuna
NposIBNSIETCS B BO3pacTe 40 Nonyrofa

1 XapaKTepunayeTcs HeCNocoBHOCTb
Lep>XaTb rorfoBy, CAMOCTOSATENbHO CUAETH
1 nepeBopaymBaThes. [1pn eCTECTBEHHOM
TeyeHun 3abonesaHns NaUMeHTbl nornéatoT
fo 2 net. OgHako cBoEBpPeEMEHHas
pecnupaTopHas NoaaepxKka MoxeT
YBENUYUTb NPOACIKMUTENBHOCTD XNU3HU
pebeHka.

CMA, Tvn II. MepBble CUMNTOMbI 3TOMO
3aboneBaHns NPOSABNSAIOTCS B BO3pacTe

OT nonyroga fo nonytopa net. Manbiwm

co CMA BTOpOro Tvna mMoryT cupeTb 6e3
Noaaep kKM, HEKOTopble — Aaxe nonsaTb
WK CTOSATb, OQHAKO0 C NPOrpeCcCUpPoBaHMEM
B0nesHu 3TV HaBbIKM NOCTEMNEHHO TEPSHOTCS.

CMA, tvin lll pebroTupyeT y feTen cTapLue
nonytopa net. 31ot Tin CMA nporpeccupyet
MenneHHo. BonbHble C TPETBUM TUMOM MOryT
X0OWTb CaMOCTOSTESNIbHO, NMOCTENEHHO TEPSA
3TOT HaBbIK 1 K NOAPOCTKOBOMY BO3pacTy
cagscb B Konsicky. [py Hanbonee MArkom
TEeYeHUM cnocoBHOCTb CAMOCTOATENBHO
X0OUTb MOXET COXPaHUTLCH [0 B3POCIIOro
BO3pacTa.

CMA, Tvn IV nposiBnsieTcs BO B3POCHIOM
BO3pacTe, BCTPeYaeTcs kKpaHe pegko 1
VNMEET MAMKOe TeYeHVe.

MNepBOe NaToreHeTM4eCcKoe CPeacTBo ans
neveHns CMA 6bino ogobpeHo B CLLIA

B fekabpe 2016 roga v B 2017 rogy

B EBpone. B 2018 rogy nocbe nopaHo

Ha permcTpaumio B Poccun, pelueHne o
pervcTpauumn oxungaeTcs B cepeanHe 2019
roga.

JleyeHve nepebiM nekapcTeoM oT CMA
TpebyeT NOCTOAHHOrO NpMemMa npenapara
Ha NPOTSXKEHWM BCe Xn3HW, Kak n MHorve
Lpyrve npenapaTbl 4ns NeYeHns peakmx
(opchaHHbIX 3aboneBaHwnin), 3To NpenapaT

C BbICOKOW CTOMMOCTbHO, COCTaBNALLEN
LECATKN MUNNIMOHOB py6ner Ha rogoBon

KypC.

B 2018 rogy B Poccum Bnepsble Hbinm
OTKPbITbI NPOrpaMMbl KIIMHUHYECKIX
NCCNEnoBaHW HOBbIX NEKAaPCTBEHHbIX
npenapaTos oT CMA, 1 HecKoNbKo AeCATKOB
POCCUMCKIMX CEMEW CTanm y4acTHUKaMM 3THX
nporpaMm.

IHHOBaLMOHHbIE NIeKapCTBEHHbIE
npenaparbl, BOSﬂeVICTByI-OLLI,I/Ie Ha Npu4nHy
3aboneBaHus, MOryT CyLLIeCTBEHHO
N3MEHUTb TPAEKTOPUIO Pa3BnUTNA 6onesHu.



PeecTp

B Poccun He BegeTcs odimumanbHom cTaTucTuky no konnyectsy 6onbHbIx CMA. Mbl niem takmx
naumeHToB 1 cobrpaem 3Th AaHHbIe B eAnHy0 6a3y AaHHbIX. 3HaTb CKOMbKO HAC — NEPBbLIN Lar K

peLleHuio npobnem.

669 venosek, KoTopbIe Npucnanu B hoHA,
CBOW JaHHbIe, @ 3Ha4UT, rAe—TO HALLMN Unn
ycnbILanu nHhopmMaLmio o Hac.

Y 88% n3 Hux gnarHos yxxe noaTsepxaeH
reHeTudecku. 1 tonbko 40% 13 HUX aenanu
aHanma Takxe Ha KonmM4ecTBOo Konum
nybnupytoLLero rexa.

139 peten (21%) ¢ anarHozom CMA1 -
cambIM TsxxenbiM TunoMm CMA, 6e3 gonxHom
NMOMOLLM 1 pECNMPaTOPHOM NOAAEPXKKN
NpMBOAALLEM K CMEPTU B NEPBbIE rofbl XN3HW

329 naumenToB (50 %) co CMAR2 tuna - Te,
KTO HMKOrAa He MOr XOUTb CaMOCTOSTENbHO
1 camMoro paHHero Bo3pacTa 6bin BbIHYXXAEH
nepeaBUraTbCs TONbLKO HA UHBAaNMAHOM
Konsicke

185 nauwmeHToB (27%) co CMA 3 Tvna — Tak
HasblBAaEMOW B NUTEPATYype «MArkomny thopmom
6onesHwu, KoTopas ¢ pa3suUTMeEM 6onesHu

BCE paBHO NPUBOAMT B HEOBXOANMOCTH
MCMONb30BaTb KOMACKY ANs NepeasuKeHns.

Y KOro—-To B paHHEM BO3pacTe, @ y Koro—To B
NoApOCTKOBOM W AaXe B3POCIIOM. TOMbKO
58 13 HKX Ha TeKyLLMI MOMEHT COXPaHSAIOT
BO3MOXHOCTb X0AWUTb CAMOCTOSATESLHO.

Camomy mnagLLemMy y4acTHUKY peecTtpa 2
MecsLa, camoMy cTapLuemy 57 nert.

CMA He penaeT reHepHbIX pasnuymn,

T.4. COOTHOLLIEHVE Manb4MKOB 1 AeBO4eK
NMPUMEPHO 0ANHAKOBOE.:

[eBovek — 358 (54%), manb4mkos 309 (46%)

73 4enoseka HUKOr4a He Morn Jaxe
yaepxusathb ronosy. XoguTs mornu 195
4eroBeka.

BonbLnHCTBO [eTen, N3 U3BECTHbIX HaM
(6onee 10 B 0gHOM pervoHe) NPoXmBatoT B
Benropopckon obnactu, BpsiHckorn obnacTy,
KpacHopapckom kpae, KpacHosipckom
kpae, Mockee, Mockosckor obnacTy,
Hwxeropogckon obnactu, Pecnybnunke
BalukopTocTaH, Pecnybnnke Kpbim,
Pecnybnuke TatapcTaH, PocToBckon obnacTu,
CankT-lleTepbypre, CapaTosckorn obnacty,
Csepanosckor 06nacti, CTaBpononscKom
kpae, TtomeHckon obnacTu, HenabuHckon
obnactu, Pecnybnvke HysaLums.

MpakTn4eckn H1KTO M3 669 He nony4aeT
KOMMMEKCHOM MeaNLIMHCKOW NOMOLLM U
obecneyeHnss MeguLUMHCKM 060pynoBaHNEM
1 TCP Ha Tom ypoBHe, KOTOpbIN Heo6xoaum
noaam ¢ anarHosom CMA.

3a aTuMK CTaTUCTUHECKUMMU BbIKIIaAKaMUN CTOAT XU3HN KOHKPETHbIX CEMEN,
>KMBbIX OETEN 1 B3POCHbIX, KOTOPbIE BCE CUMbl 0TAAT 6opbbe ¢ 60ne3Hbo 1

HY>XOAKTCA B HALLE NOMOLLM.



Mporpavmva Hampas!
nomouiy GONbHBLIM CI O I -' aTpc A N NX
CEMbSsIM, NOBbILLEHUE E€ Ki DBPEMEHHbIX
NOAX0A0B 1 METOAN n, passuTne
MHopopMMposaHHo, 1, 3HAHUN U
HaBbIKOB cneu,manm ITIX B OKa3aHU NOMOLLY 60MnbHbIM
CMA, passuTue nol r*h. B PEMMOHAX. _

(S S
PaboTta B nporpaMmme BEAETCA N0 ABYM HanpaBneHUs: 0kasaHue
MOMOLLM HENOEPEeACTBEHHO camym BonbHbIM CMA 1 1x Banskum
1 paboTa Ha CUCTEMHbIE UBMEHEHUS C cmyaumel?l oKa3aHua
MOMOLLM 1 NOAAEPXKKM CEMbSIM, B KOTOPbIX BOCMUTLIBAKOTCS AETH
co CMA v B3pocnibiM NaumueHTam.




MNMpoekT O6yyeHue u pasBuTue

KoopauHaTop npoekTa:

TaTtbsHa ['ybapeBa

Pecypchbil:

" 88

2 940 Tbic. 54

tatyana@f-sma.ru pybnen BO/OHTEpa
Y1o mbl genaem?

Doo

===
KoHdhepeHuun BebuHapsbl BobicTynneHus
1 CEMMHapBI Ha MeponpUATHAX
Luchpe!
670 uenosex 253 60nbHbIXx CMA 1 360 veguumHckmx

MPVIHANW y4acTne
B 06y4aoLLmX
MEPOMNPUATHAX
choHna

3-1 exerogHas
KoHdhepeHuuto no
BOMpOCam NnomoLLm
tonbHbiM CMA
COCTOSANach

B Mockse

X BN3KMX Nony4nnIn
3HaHNA 06 0COBEHHOCTAX
3aboneBaHusa U MeToaax
yxoga

2 Kpyrbix cTona ang
cotpyaHmkoB HKO 6bino
nposefneHo B MockBse B
TEeYeHVe roga.

CMNeLnanmcToB U
cotpygHukos HKO n3

28 pervioHos Poccun
MPUHSANY y4acTve B
0YHbIX 06Yy4aoLLMX
MeponpuaATUAx hoHaa

2 LLikonbl CMA
npoLunu B TromeHu 1
ExatepuHbypre.

O6yuyeHue u pasBuTHe

MbI noHMMaEeM, 4T BbISBUTb U ArarHOCTUpoBaTh Becex 6onbHbix CMA Ha Tepputopum Poccun
HepocTaTo4Ho. BaxHo nepenaTb vx nof HabnogeHVE rPaMOTHBIX CHELMANVCTOB, UMEHLLIVIX OMbIT
paboTbl ¢ 3a60neBaHVEM, a eLle BaxHee CHabanTb BOMbHbIX U HEHOB UX CEMEN HEOBXOAVMBIMM
anroputTMamu AefCTBW, KOraa B MPVBbIYHYH XU3Hb BTopraeTcs CMA.

ImeHHO panmn aToro BbICOKOKIIaCCHbIE CNeunanncTbl U3 pa3HblX obnacten meguumMHbI [HeBpOJ‘IOFI/I,
nynbsMoHonoru, optonenbl n dJI/ISI/I‘-IeCKI/Ie Tepal'leBTbI] 4YUTaKT Nekunn, paccMmaTpmnsaroT
KINMHU4YEeCKne cry4au 1 NnpoBoaAT NpakTU4eckne 3aHATUSA, 4YTOBObLI KaX bl XenarLnn 1
3aMHTEepPecOoBaHHbIN B BOMPOCE cryLuaTenb Mor Nony4nTb HEeobxoauMbIA UMEHHO €My 3anac 3HaHum
1 HaBbIKOB.

[maBHas 3aja4a NpPoeKTa — NepeaaTh OMbIT CNeLUnanvMcToB 1 COTPYOHMKOB hoHAa BpayaMm 1
poauTensm LeTer Co CNNHANbHOM MbILLEYHO aTpodner Ansa co3naHvs adheKTUBHON CUCTEMBI
nofaepXXKn NauneHToB, 06bedMHUTL BOKPYT hOHAA CNeLMancToB U akTUBHbBIX POQUTENEN,
KOTOpble FrOTOBbI JENUTHCS OMbITOM Y 3HAHWSIMW B BOMPOCaXx COMNpoBOXAeHUs naumeHTos co CMA un
NpyXoauTb Ha MOMOLLb, KOrfa oHa TpebyeTcs.




lll exxerogHas KoHpepeHuUs No Bonpocam NoMoLL M 60/1bHbIM CIMHA/IbHOM
MbilWeyHou aTpodueii «KonpepeHumua CMA>>

B centabpe 2018 roga Haww hoHg yxe B
TpeTui pas nposen exerogHyto KoHdepeHumio
1o BOMPOCaM NOMOLLM 6OSbHLIM CNVHAMNBLHOM
MbILLEYHOV aTpodiner. 3To KpyrnHelLLee
MEpOonpUsATIE B CTPaHe, NOCBSLLEHHOE
MOMOLLM NaLMEHTaM C HEPBHO—MbILLEYHbIMUI
3aboneBaHUAMU, B KOTOPOM MPUHUMAKT
y4acTue poccumckue 1 3apybexHble
creunanucTbl.

B pa6ote koHdepeHumn npuHanm yqactne 350
yenosek u3 60 ropogos. bonee 1500 3putenen
NpYCOEAVHUNNCE K OHNaNH-TPaHCAALUN.
Bupeosanucy matepuanos KoHhepeHLmmn
nocmoTpenu 1 200 YenoBek.

[ByxAHeBHasA nporpamma KoHdepeHLmum
Hbina nocesiLLeHa 06CyXAeHNI0 06HOBNEHHbBIX
MeXAyHapoAHbIX CTaHAapTbI Mo yXxoay nNpu
CMA, BONpoCcoB KoopanHaummy cneuman1cToB
pasHoro Npochunsa Npy okasaHum

nomoLy 6onbHbIM CMA, ocobeHHocTen
pecnupaTopHOV NOAAEPXKN, TOHKOCTEN
NnoaaepXkXky h3nHecKoro CoCTOAHUS
NauMeHTOB, OPraHN3aumnmn NpaBUNbHOro
NUTaHWUS, OPTONEANYECKOr0 CONPOBOXAEHNS

1 BO3MOXXHOCTEN XMPYPrnu4eckom Koppekumu,
roBOPWAM 0 [OCTYMHbIX cnocobax neveHus,
peabunutaumm n NOSAEPXKN.

C nexuusiMn BbICTYNUNN NpefcTaBUTeN
MeXAyHapOoAHbIX KOMMaHWiA, NPOBOASALLMX
KNMHWYEecK1e NCCnefoBaHns HOBbIX
npenapaTos oT CMA. Bpa4n cmornum y3HaTte
anroputm JencTBuUA NpenapaTos 1 pe3ynbTaThl
UCMbITaHW, CeMbW — 3aAaTb MHTEPECYIOLLME WX
BOMPOCHI.

KoHdhepeHuma nossonmna nprobpectn
npakT1yeckue 3HaHVsA 0 METOAAX yXoAa

1 NOQAEPXKKM OETEN N B3POCHbIX C 3TUM
AMarHo30M, NonyYnTb MHChOPMaLMIO 0
Heobxognmom obopyaoBaHuK, cnocobax
ObIXaTernbHOM NoAAEPXKKW, NEPEHATH
HaKOMMEHHbI OMbIT Y MO3HAKOMUTBLCSA C
HOoBbIMY criocobamu 6opbbbl C NPOABAEHNAMYN
3abonesaHus. 3TO MOMOMO PacLUNPUTL KPyr
CMeymnanMcToB, CNOCOBHbIX MONTHOLEHHO
OCyLLeCTBNSATbL HAabMtoAeHVEe 1 0Ka3biBaTb
NMOMOLLb HEPBHO—MbILLEYHbLIM NaLUeHTam,
06ecneynTb MNOMHOLEHHYHO XN3Hb CEMbSAM C
3TVIM OMarHo30M.

Llkonbi CMA

PervonanbHble BblesgHble «LLIkonsl CMAY —
3TO MMKPO—KOHDEPEeHLMM C «[0CTaBKOM Ha
pomy. [na Hac LLIkonbl — He MPOCTO cemuHapel,
a BO3MOXHOCTb BCTPETUTBLCA CO CTapbiMu

1 06pecT HOBbIX Apy3en. Halum apysbsa —

3TO HaLLUW CEMbW, HepaBHOAYLLHbIE BPaY4M U
MeACECTPbI, COTPYAHVKY 6naroTBopUTENbHbIX
OpraHn3aummn 1 NpocTo BCe Te, KOMY He BCE
paBHo, kak byfeT cknafbiBaTbCA cyabba aeten
co CMA.

B 2018 rogy mbl nposenu LLikonsl CMA B
TtomeHun n EkaTtepuHbypre.

B LLIkonax npuHsano y4actue okono 240
yenosek, 157 cneuvanuctos 1 40 cemen. [pn
3TOM CpPefay yHacTHVKOB Bbinv cneunanucTb
He Tonbko 13 TiomeHn 1 EkaTepuHBypra, Ho

1 n3 KasaxctaHa, HoBocrbupcka, HuThl,
CapatoBckon o6nactu, Ydbl, Mepmu, Hebokcap,
YenabuHckon obnactu n CankT-MeTepbypra.
370 ABNAETCS NoKasaTeneM TOro, HacKosbko
CNeunanmcTbl 3 pa3Hbix permoHoB Poccun
3aVHTEPECOBaHbI B MOSTyHEHUM KOMMETEHTHOM
1 aKTyanbHOM MHChopMaLnm 0 BEAEHNN
naumeHToB co CMA.

LLIkony B TtoMeHW Mbl IPOBOAMIM COBMECTHO
c FTAY3 TO «[deTckumin NCUXoHEBPONOrM4ecKuia
ne4vebHO—peabunMTaLUmMoHHbIN LEHTP
«Hapexpa»» 1 HepaBHOQYLUHLIMX Bpa4ammu
1- obnacTHom 6onbHWLBI, a LLikony B
ExaTepuHbypre coBMeCTHO ¢ KOMaHLom
nannuaTMeHoro oTaeneHus O6nacTHom AeTckon
KnuHudeckown 6onbHubl Ne 1. Hawwa gpyx6a
C aTMK KoMaHpamum Havanack B 2016 rogy
Ha KoHdepeHummn CMA B Mockse, kyaa
CMeunanncTbl Nprexany, Nno KX NPU3HaHuo,
NpakTUYeckn N3 YucToro NtobonbITCTBAa.

A yexanun — Bnto6neHHble B HALLNX feTen

1 C OrPOMHbBIM XXenaHnem opraHn3oBaTb
Ka4eCcTBEHHYO NomoLLpb ana fetert co CMA

B CBOEM pervoHe. [ocnegHune gga roga Mbl
NMOCTOSIHHO Ha CBA3W M TOYHO 3HAEM: BCE
nony4mnocs!

Hoporve EkatepuHbypr n TtomeHb, ans

Hac Bbl NPYMEP COBMECTHOM paboTbl 1
B3aMofencTBuS, HO eLLe 6onbLue npumep
TOro, Kak U3 MPOCTOro XenaHus 1 3HTy3nasmMa
BbIPACTaOT OAHW N3 CaMbIX CUMbHbIX 1
KOMMETEHTHbIX KOMaHL,



Kpyrnbie cTonbl
ansa corpyaHukos HKO

3Has, 4TO MHOMME HEKOMMEpPYECKME
OpraH13aummn NoMorarT AeTAM U

B3pocnbiv co CMA, Mbl, kak opraHnsaums,
cneuvanuampyoLlascs Ha paboTe ¢ 3TM
LMarHo30M, pPeLLIN OpraHn30BaTh CEMUHAPHI
onst 06Ccy>AeHNs BONpOCoB, 06yCnoBNEeHHbIX
cneundukon 3aboneBaHns U Ha KoTopble
HeoBX0AMMO 3HaTb OTBETHI, YHTO6GbLI MOMOYb.
Llenb Hawwmx BcTpey — pa3obpatbes B
3abonesaHuy 1 anropyTMe 0Ka3aHus NoMOLLN
nogone4vHbiM co CMA, 0 HOBbIX BO3MOXHOCTAX
L7151 NIEYEHNS U NOBbICUTb 3thhekTUBHOCTb
paboTbl C 3TOV rPyNMov NOAOMNeYHbIX B CBOMX
opraHu3aumsx.

CemuHap «Cyabba naumeHToB ¢ pasHbiMy
Tunamm CMAY Mbl 06cyannmn mexaHnam
3abonesaHunsi, BApMaHTbl 1 OCHOBHbIE 3Tanbl
npoTekaHus 3abonesaHnsi 1 0CO6EHHOCTU

W HYX bl NALMEHTOB C pa3HbIMU TUMamu
6onesHu. MoroBopunM 0 MapLLpyTU3aLMn 1 0
TOM, KaK BbICTPOUTb NPOAYKTUBHYIO paboTy n
amnanor ¢ cembsiMy co CMA, 4TO TOYHO HY>XHO
Takum 6oNbHBIM, @ YTO TOMLKO BO BPEA U Kak
OpraHn30BaTh NMOMOLLb.

Ha cemunHape «HoBble Tepanuu 1 KNMHUYECKNE
ncenenoBanua ans CMA» Mbl npegcTaBunm
0630p UMetoLLIeNCS Ha HacTosLLEe Bpemst
MHhopmaLumm o [OCTyne K Tepanuun npu

CMA, o cywecTsytowmx B Poccum v EBpone
nporpaMmMax KSIMHMYEeCKMX NCCNeaoBaHni 1 o

TOM, Kak 6onbHble MOryT NoNacTb B NpOrpaMmbl.
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BbICTyI'IJ'IeHMe Ha MeponpUaTUsax

YyacTve B MeguLIMHCKMX U 0BLLIECTBEHHbIX
MEpPONPUATUSX, MPOBOAMMbIX HA TEPPUTOPUM
Poccuw, v BbICTYNEHNE Ha HYX — 3TO
npekpacHas BO3MOXHOCTb pacckasaTb

0 CyLLEeCTBOBaHWUM hoHAa 1 aKTUBHOCTY
coobuectea CMA B Poccun, npueneys
BHVMMaHWE K CNMHaNbHOM MbILLIEYHOM
aTpodnm, ee 0CO6EHHOCTAM 1 NOTPEBHOCTAM
BonbHbIX ¢ 3TUM 3abonesaHvem. [NoaennTbea
3HAHWAMM, NOSTYHEHHBIMU OT 3apyBeXHbIX
Konner unn HapaboTaHHbIMK (hOHOOM

B MpoLiecce 0Ka3aHys NOMOLLM TaKUM
B6onbHbIM. HanaauTb B3anmMoaencTseme ¢
MEAMLUMHCKMMU CNeumanMcTamMmm 1 npuereYb
3aMHTEPECOBAHHbIX K AanbHenLLemMy
COTpYAHUYECTBY.

CaMbIMy 3HaYMMBIMW COBLITUSIMW CTanw:

VIIl Bantuirckmin KOHrpecc No feTckom
Heponoruu, CankT-leTepbypr

9-9 Hay4HO—NpaKTU4eckasn KoHhepeHums
«LLIkona mmnonornn—-2018», Mockea

Kpyrnbin cton «Penkve 3abonesaHus: 3a
BynyLLee geTen, 3a Xun3Hby, KasaHb

XVII Pocecumckuin koHrpecc «/IHHoBaLUWoHHbIe
TeXHONoruy B NeguaTpumn 1 AeTCKoM X1pyprumy
C MeXayHapoAHbIM y4acTuem
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CMA B TiomeHckoii obnacTu: B4yepa, cerogHsi, 3aBTpa...

Ceviqac kaxgbivi crieynanicT HalLero permoHa (He Torbko
Bpa4Y—HeBposor), Korga oH cnbilunT anarHo3 CMA, 3Haer,

4TO 3TO MYyNbTUANCLUUIIMHAPHAaSA KOMaHAa BOKPYr NaUneHTa,
pecnvpaTopHasi nog[epxKa, BTOpUYHbIE OPTONEeANYECKME
0CroXxHeHs1 n bopbba ¢ HYUMK, 0pTE3VPOBaHUE,
MO3ULIMOHNPOBEHWE C YHETOM UMEIOLLMXCS AehopmaLni n
acumMmmeTpum, chu3nyeckas Tepanus B 3Hepro3KOHOMHOM
pexumMe, HarpaseHHas Ha y4acTe BCEX rpyrn MbiLLL|
opraHvu3ma v BCTPOEHHas B M0BCEAHEBHYHO XW3Hb pebeHKa n
ero ceMby, OCTEONEHNYECKUI CUHOPOM, HapYyLLIEHNE MOTOPVIKY
KWLLEYHWKA V1 MHOroe [pyroe.

B HacTosiLLee Bpems B pervioHe ypoBeHb 0CBEAOMIEHHOCTY O
3aboneBaHy JOCTATO4YHO BbICOKUIA. Ha y4acTkoBOM npueme
MpUCYTCTBYET aKTUBHAS HACTOPOXEHHOCTL B 0THOLLEH CMA.
3a nocnegHwe Tpy roga avarHoctuka CMA B HaLem kpae —
1-2 yenoseka B rog. AKTMBHO BEAETCS PErUCTp 3a60oneBaHus,
KOTOPbIV BKHOYAET Ha CEroAHSLLHUI AeHb 22 pebeHKa, 4To
coctasnseT 40% oT 06LUero Ymicna AeTevi PerncTpa ¢ HEpBHO—
MbliLLeYHbIMY 3a6oneBanvamvivi (HM3) B TromeHckov o6riacTu.
PervioHanbHbw pervctp CMA o cBoen YncrneHHoCTY 3aHUMAeT
0[HO 13 BERYLLMX MECT M0 CTPaHE B LIESIOM.

CerogHsi B HaLLeM pervioHe noHUMAaroT, Kak, 1 yMeroT
cornpoBoxaaTe Takux naumeHTos. CyLecTByeT 0bbeanmHeHme
KOMMETEHTHbIX 10 AaHHOV Npobrieme crneynanicToB U3
PasnnyHbIX Ne4ebHbIX 1 peabunmMTaunoHHbIX Y4PEX[EHN
ropopga (tak HasbiBaemasi MysnbTUANCUMITIMHaPpHas KoMaH[a —
M[K], BknroyaroLyee neguatpa, HeBporsora, aHecteavosnora,”
peaHumaronora — creynanicTa no nogbopy v HacTpovike
rnapameTpoB pecnupaTopHoOro 06opy[oBaHuUs 1 06yHeHNo
pabote/ rumHacTvke ¢ MeLLKomM AMBY, racTpo3HTeposora,
opTonena v opTeancTa. EcTb [OCTaTO4YHO KOMIMIAEHTHbIE
B3avMOOTHOLLIEHVS1 co crnyxx6ou MC3, npegctaButeny KOTopovi
MPUHYMAIOT y4acTne B MEANKO—TEXHUNHECKON KOMUCCUN
Hapsiay ¢ HEBPOIOroM, OPTONEAOM Vi KOMaHAo 0pTe3NCTOB
MPOTE3HO—-0PTONEANHECKMX Y PEABUTNTAUNOHHBIX YHPEX[EHN
ropoga. Cneyvanvctel MK akTvBHO B3anMo[encTsyoT

c opronegamv PHL| «BTO um. ak. Vinnszaposay r. KypraHa,
Habno[as NayneHToB B AMHAMUKE; YXKe eCTb AETH, YCELLIHO
rnepeHecLLve onepaTnBHOE NCMPaBneHne CKonmo3a
M03BOHOYHMKE, KOHTPAKTYP HUXKHVX KOHEYHOCTEN U
BOCCTaHOBMBLLUVE CMOCOBHOCTL K aHaTOMUYECKU NpaBuiibHOMY
noauymoHnpoBaHuio. Kpome atoro, nveetcsi Bpa4ebHoe
Habn[eHvie v NoMoLLb MeaULMHCKOro Ncyxonora AeTsm v

VX CEeMbSIM Ha [JOMY B COCTaBe Bble3[HOVI Cr1yX0bl; Ha4anm
paboTy nayneHTCKo—-poanTenbLCKue LKoIbL. B pervoHe

04€eHb [PYXHOE 1 aKTUBHOE NauneHTCKoe Co0bLLecTBO,
KOoTopoe riomoraeT paboTe creynanicToB—KypaTopos 1
pasBuTuo nomoLLm 6onbHeIM HM3 B TromeHckov obnacTtu.
Bcé BbiLLIEenepeyncrieHHoe HarnpasieHo Ha NpoTYBOAECTBUE
6011e3HU 1 ee BTOPUYHbIM OCIIOXHEHVISIM, KOTOPbIE, Kak
naBviHa, 0bpyLuvBatoTcs Ha pebeHka co CMA ¢ TeveHvem
BPEeMEHW 1 NPorpeccupoBaHuns 601e3Hu, Ha MoBbILLEeHNE
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Ka4ecTBa v rnpoforiKUTEeNIbHOCTU XXNU3HW NaumneHToB, a TakXe Ha
coyvarnbHyr aganTauno JeTev  ceMen B Lies1oM.

Ho Tak 6bir10 He Bcerga... ELye 6ykBanbHO Tpy roga Hasag B
TromeHu, kak 1 B BorbLLUMHCTBE permoHoB Poccuu, auarHo3
CMA 3By4an kak 6e3anennsaymoHHbIv npurosop. [JokTopa
6ecromMoLHO pa3BoauIv pyKkamu, a CEMbU XX TUXOU
3aKpbITON XN3HbI0. CUTyaLms pagyikanbHO M3MeHUNach nocre
«4eTbipex aHer rnobansHov ocsegomneHHocTy o CMA» B
ceHT6pe 2016 . Tak s HasbiBak nepByr KOHHEPEHLUMNIO
CMA ¢ mexayHapoaHbIM y4acTueM v Npuess UTarnbsHLEB B
Poccuio. Torpa LecTepo Bpaven n3 PervioHa, yxe 3HakoMble

c npotokorom « TREAT NMDy, Ho He 3HaroLyme, Kak ero
peann3oBbIBaTb, Npubbii B MockBy arnsi AETaNbHOro N3y4eHns
370N NPO6EMbI C LESbH U3MEHEHVIS CUCTEMbI COMPOBOXAEHVS
netevi co CMA B TromeHckov 061acTu.

W... nonyunnoce casuHyTbcs ¢ mecta! OgHy 3a gpyron
peanu3yrTcs NporpaMmMbl, KOTOPbIe MO3BOAIT 0Ka3blBaTb
MOMOLLb HaLLMM 60MbHBIM, — B BEAYLLEM PeabummTaymoHHOM
LieHTpe ropoga ro ABuratesibHov NaTosioruy 'y neteu
COBEPLLIEHCTBYETCA NporpamMma peabunmtaumoHHbIX
meponpusaTu ans HM3 n CMA; otkpsinoce AHO «lomoru
XUTbY (MeaunumHcKas nanmaTuBHasi oOMOLLb, COLNAIbLHAs
MOMOLLIb, ICUXOI0rN4YecKasl MoMOoLLb, 8APECHasi MOMOLLb
[EeTAM]; OpraHn30BaHa pervoHanbHas nanaTuBHas
MeavUmHcKas getckas cryxba (oTaeneHvie MeanumHCKomn
nannMaTyBHOV NOMOLUM [ETAM Y Bble3aHas NaTpOHaXHasi
cnyxbal; Bce HyXXAaroLmMecs rno 3aKkmo4eHNo KOMNETEHTHbIX
creyvanucToB B pecnvpaTopHoM 060py[oBaHv AeTV C
HM3 1 CMA obecne4vBatoTcsi HeobxoavmbiM. [JenaptameHT
34paBooxpaHeHusi 06r1acTy aKTUBHO KypuypyeT rpobremy
CMA n HM3 B pervioHe, criocobCcTBys MOBbILLEHUIO
0CBE[OMIIEHHOCTY 1 KOMMETEHTHOCTY Bpa4e6Horo
coobLecTBa, pasBuUTO MYbTUANCLUNMITIMHEPHOV MOMOLU
6onbHbIM HM3, nomoras ¢ obecrieqeHnem B Hyxxaax ceMeu.
Yy4acTByeT B pasBuTuv MOMOLLM 1 YIIONHOMOY€HHbIV 10 rpaBam
pebeHka B TromeHckovi obnacTu. [JBoe Bpayer pervioHa B
cocTase pabo4e rpymnbl NPUHSNN y4acTue B cO3aaHun
theneparnbHbIX KIVHUYECKMX PEKOMeHAaUnI rno BeAeHWO fAeTen
co CMA, nBoe rnaBHbIX BHELLTATHbIX CrELUAanIMCcTOB BOLLIN B
COCTaB 3KCrepTHOW rpynrbl.

P.S.: Ot cebs nn4Ho (0AHaKO, BbICOKO BEPOSITHO, Bbipaxas
Mbicrib bonbLuvHeTBa Koner s MOK) xo4y ckasaTs,

y10 B yernom CMA sBunack HEKoV vaeanbHou Moaesbio,
packpbIBaroLLEN CrIeKTP BCEBO3MOXHbIX OCITOXHEHU,
BO3HWKAKLYMX Yy BOMbHbIX C TSXENbIM ABUraTelbHbIM
aepuyynTom; ctana oTAnYHbIM MpYMepoM riiobanbsHoro
roMopraHHoro,/ MynbTUCUCTEMHOIO NOAX0Aa K MayneHTy;
ro3Bomia NepecMoTPETb M Ha4YaTb COBEPLLEHCTBOBATh
MeAVLMHCKYH MOMOLLb ETAM U CUCTEMY peabunutaymm.

Bpay-neBponor Kokopura A.A., r. TomeHb




MpoexT NHchopmaumoHHo-u3paTenbCcKumn

KoopauHatop npoekra:

Hapexxna Bacunesckas

smafond@f-sma.ru

Y1o mbl genaem?

[Nybnnkaumm
0 KIMMHNYECKNX
NCMbITaHWA

[ToBblLLIEHVE
OCBEOOMMNEHHOCTU

LUudbpe!

40 cratbein o
HOBOCTAX HAayKu n
KIIMHUYECKMX
NCMbITaHNSIX
onybrnMkoBaHo Ha
cante

—

pybnewn

=

[Nybnvkaumm
0 HOBOCTSX
HayKu

BE
IC]

O

VIHdhopmauvoHHbIn
noptan o CMA

14 000 nonb3oBaTenen
counanbHbIX ceTen
nogpepyxany mecsy
0CBEOOMMNEHHOCTU O
CMA.

Pecypchbi:

990 Tbic.

18
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[Nepesoa v nybnukaums
BPOLLIOP 1 KHUT

>

}

O6yu4atoLme
BVOE0PONNKNA

9 o6yqatoLLmx
BMOEOPONNKOB U

2 6poLuopbl No

CMA nogrotoBreHbl
COTpYAHMKaMu dhoHaa.

UHPopMauMOHHO-U3AATENIbCKUMN

Oedmumt 3HaHuin o CMA y Bpaden, 60MbHbIX 1 UX 6IN3KKX NPUBOZMT K TOMY, YTO NOMOLL 60MbHBLIM
4aCTO 0Ka3blBAETCA HECBOEBPEMEHHO 1 He B MONHOM 06beme. Bpay He MoXeT fiaTb rpaMoTHYIO 1
NonHyto HdopmaLumio o 3aboneBanny, BO3HUKAKOT TPYAHOCTM C MEAMLIMHCKUM COMPOBOXAEHVEM 1
BefileHMeM nauveHToB. Pogutenu BelHyXAeHb! TPATUTbL BPEMSA Ha NOWUCKU 1 NpoBepKy Heobxoanmon
nHthopmaumn. CHxXaeTcst kKa4ecTBO 0KasbiBaeMoy 60MbHbIM MOMOLLM, U K OCHOBHOMY
3aboneBaHWio JOHABNAOTCA OCNOXHEHUS, KOTOPbIX MOXHO 6bIno 6kl n36exaTb 1 Ha ycTpaHeHve
KOTOpbIX TPATUTCH ropaspo GorbLLe cun v CPeAcTB, YeM Ha UX NPOIUNaKTUKY.

OpHa 13 0CHOBHbIX HALLUX 3aAa4y — 3T0 CUCTEMATM3auus, Nonynapy3aLuys 1 pacnpocTpaHeHne
3HaHun 0 CMA. Mbl cTpemmmcs K Tomy, 4Tobbl Heobxoanmas nHopmaums o 3abonesaHnm

1 MeTopax yxoaa 6bina [oCTynHa CEMbSIM 1 BpayaMm B HY>XXHbI MOMEHT. [111st 3TOr0 Mbl
nepeBoavM, apanTvpyem v nyénvkyem 6poLutopsl v kiU o CMA, nepeBogvm cTaTen 0
KIMMHWYECKUX UCCREAOBaHUAX U HOBOCTSX HAYKW, pa3meLLiaeM MHopMaLmio Ha canTe u
MULLEM UH(DOPMALMOHHbIE MOCTbI 0 3a60MEBAHNN B COLMANbHbIX CETSX, CHUMaeM oByyatoLLme
BUOEOPOSINKM.

Mbl Hapeemcs, 4To NOAroTOBNEHHbIE MaTepranbl CTaHYT He3aMeHVMbIM MOMOLLHKOM B apceHane
cpencTs no 6opbbe 3a xn3Hb 6onbHbIX CMA.




Bpowopbl

Bpowiopa «KocTtHo-mbilueuHaa cucteman»

[Npo6nembl, CBA3aHHbIE C HAPYLLEHUAMU OBU—
XXEHWA, OPTONEeANHECKME CNOXHOCTU — CamMble
pacnpocTpaHeHHbIe U3 TeX, C KOTOPbIMK BCTpe—
Yatotcsa nopy co CMA. [Ana Toro Yto6bbl yenew—
HO CNpaBnATLCS C HAMKW, HEOBXOAUMO NOHUMATb
1 3HaTb, KaK NPaBUbHO OPraHM30BaTb Cpeay
BOKpYr pebeHka, Ha 4To obpaLlaTe BHUMaHWE,
4T06bI BOBPEMS 3aMETUTL NEPBbIE CUMMTOMbI
HapyLUeHWU 1 06paTUTLCS 3@ MOMOLLbHO.

BpoLutopa sBnseTcs nepeBofoM 1 agantaumen
n3gaHua amepukaHckor accoumaumm «Cure
SMAY Ha pycckui A3bIk. B Heln He cogepxunTcs
CTPOrnX KINMHUYECKUX MHCTPYKLIMIA, HO OHa Cry—
XXWUT MCTOYHUKOM MHhopMaumm 1 ByaeTt nonesHa
LLUMPOKOMY KPYry YnTaTenen, NHTEPEeCYOLLMXCA
JaHHOM TemMOoW: opToneaam, Cbl/|3VI‘-|ECKVIM n
3proTepanesTam, Neguatpam, Bpadvam obLen
NPaKTUKW, MEOULMHCKUM paboTHMKaM Apyrux
CrneumansHOCTEeN, 8 TaKXe POAUTENAM.

Bpowiopa «CnuHanbHas MbllleYHas aTpo-
chus: yrto panbwe?»

Mocne noctaHoBky anarHo3a CMA Bo3HuKaeT
OrpoMHOE KONMMYECTBO BOMPOCOB: Kyaa o6pa—
TUTBCS U YTO NPEANPUHATL B NEPBYIO 04epenb?
C KaK1MWM CrnoXHOCTSMN 1 NpobnemMamu npef—
CTOWT CTONKHYTBCA U KakK UX MOXHO PeLUnTb?
[nsa Toro 4To6bI NpoLLe 6bino UcKaTb OTBETI
Ha BCe 3T BOMPOChI, 1 BbIro NOAroTOBMNEHO 3TO
13[1aHune, B KOTOPOM B KPAaTKOM CXEMaTUYHOM
Buae cobpaHa BCA MHhopMaLVMs 0 MapLU—
pyTU3aumMm 1 JENCTBUSX NOCHE NOCTAHOBKM
anarHosa.

3T1a 6poLuopa NoAroToBneHa CoBMeCTHO ¢ bd
«[deTckuin nannmaTre», U Mbl HAAEEMCS, 4TO
OHa CTaHET eLLE OAHUM MONE3HLIM UCTOYHW—
KOM MpaKTU4ecKon MHopMaLmmn Ans Tex, KTo
TONbKO CTOMKHYNCA C 3TVM AMarH030M, @ TakXke
ON5 MEOVLIMHCKUX CMELMannCToB LUMPOKOro
npodhnns, K KOTOpPbIM MOTYT 06paLLaTeCs Noan
co CMA.
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ABryct - mecsiL, 0CBeOMJIEHHOCTH
o CMA

Ham kaxeTcs BaxHbIM NpuBekaTb Kak MOXHO
6onbLUe BHUMaHNSA K XXU3HW Nogen ¢ pegKkumm
3aboneBaHuaMu. [oBbILLEHME 0CBEAOMITEH—
HOCTV B 0BLLECTBE 0 CMOXHOCTAX 1 Npobne—
Max, C KOTOpbIMW CTankMBakTcA 6onbHble CO
CMVHanNbHOM MbILLIEYHOM aTpodimen — ogHa

13 OCHOBHbIX 3agady dhoHaa. PacnpocTpaHss
MHhopMaLuio o 3aboneBaHuu, Mbl Npubnmxa-—
€M [eHb 3a JHEM TOT MOMEHT, KOrfa B HaLlewn
cTpaHe bbITb 0c0BEHHbIM He ByOeT 03Ha4aTb
6bITb HEBMANMBIM 1 0BpEYEHHBIM.

Becb Mecsu Mbl cTapaemMcs pacckasbliBaTb 06
37O BONE3HM BCE, YTO 3HAEM, Jaxe To, YTo
LMK HAC CaMUX 1 HALLWX NMOAOoNEeYHbIX CEMEN
anemeHTapHas a36yka. PacckasbiBasi 0 CMA,
Mbl XOTUM, 4TO6bI 06 3TOM 60NE3HN 1 0 TOM, KakK
C HEW XMBETCH, y3HAN0 Kak MoXHo 6onbLue
ntopen. I/Ix BHumaHme — 3To Halla Hagexaa Ha
NMOMOLLb 1 NOAAEPXKKY, B HUX O4EHb HYXAaTCSH
HaL hoHA 1 HALWW NOAONEYHbIE CEMbBMU.

Mecsu ocBeoMneHHOCTV Noaaepxanv 6onee
14 TbicAY NONb30BaTENEN CoLManbHbIX CETEl.

25

Cepus BUAEOPONVKOB B NOMOLLb
poautensam

Pazpabotanu cepuio «B nomoLue pogute—

naMy» 13 9 NpakTU4ecknx Bugeonocobun gns
poauTenen n 6nuskmx 6onbHbIx CMA. B Hux

Mbl NocTapanvcb cobpaTtb 0TBETLI HA Camble
YacTble BONPOCKI N0 OCHOBHbLIM Npo6nemam,

C KOTOPbIMW PaHO WM NO3A4HO CTanknBakTcA
6onbHble CMA 1 cnocobax rx npeogosnexns. B
KaXdoM 13 BULEOPOSIMKOB BpayM—CneumanucTsbl
noppobHO pacckasbiBakoT U AeMOHCTPUPYOT
MCMNonb30BaHUE YacTo npumeHsiemoro npyu CMA
MeAMLMHCKOro 060pyaoBaHus, 0 NpaBunax
yxopa 3a 6onbHbIM, Koraa 1 kakoe o6opyaoBa—
HMe HeoBX0AMMO NPUMEHSATL U KakK NPaBUIlbHO
370 Aenath.

3TOT UWKN CTan pesynbLTaToM ANUTENbHOM
KponoTnueon paboTbl COTPYAHMKOB hoHAa n
HaLLMX MeauLIMHCKMX 3akcnepToB. Mel Hage—
eMCS, YTO 3TN BUAEON0COo6Ms, MOAroTOBEHHbIE
B napTHepcTBe ¢ Accouvauvei npodeccn—
OHarbHbIX y4aCTHNKOB XOCMUCHOW MOMOLLIM,
CTaHyT HE3aMEHVIMbIMW MOMOLLHMKaMW B apce—
Hane cpedcTs rno 6opbbe 3a X13Hb HoNbHbIX
CMA. 3a rog ponuku nocmoTtpenu 6onee 16
TbICAY pa3.



Cneunpoext no CMA

YHenoBseky, CTONKHYBLLEMYCS C Tsxenon 6ones-
HbI0, BAXXHO MMETb HaAeXHbI 1 NerkogocTyn—
HbI! ICTOYHMK MHPOPMAaLIMK 0 CBOEM Ana—
FHO3E 1 0 TOM, Kak ¢ 60ne3HbIo CnpaBnATbLCS.
Mol coenanu cneumanbHbIN CanT, Ha KOTOPOM
cobpanu camyto rmaBHyo MHJIOpMaLMIo Mo 38—
6onesaHuio.

B nepByto o4epefp, OH NpefHa3Ha4eH Tem, KT0o
HepaBHO CTONKHyNcA ¢ guarHosom CMA n xodeT
y3HaTb BCE camoe BaxkHoe 06 aTon 6onesHu:

K KakvMm creupanucTam u kyaa obpaliatb—

CA, KaK yXaxXuBaTb, 3a YeM CrnefuTb, kakas
Tepanus CyLLEeCTBYET Ha CEroAHALLHUIA AeHb, @
eLLie — KaK CNpaBUTLCA C TAXENON HOBOCTLIO U
NPUHATL AnarHo3 ceoero 6amn3koro. Hacto po—
OVTenu, y3HaB 0 AnarHose, 6b1BatoT pacTepsHbl,
pa3gasneHbl. [na Toro 4To6b! M nerye 6bino
cnpaBuUTbCS, Mbl B 0Ny6nMkoBanu pacckasbl ca—
Mux 60nbHbIx CMA 1 nx poguteneit 06 rx onbiTe,
0 TOM, KaK OHW Hay4Mnnch UM NPOJoIXaloT
Y4MTLCSA CNPaBASATLCA CO CIOXHOCTAMM U XUTb
MONMHOLIEHHOW XM3Hbt0. Mbl yBepeHbI, 4To 06
3TOM OMbITE BAXHO Y3HATb HE TONMbKO 60MbHbLIM
1 1x BNN3KMM, HO 1 BCEM OCTanbHbIM NHOAAM.

370T cneunpoeKkT Mbl Aenanv BMecTe C coum—
anbHbIM MHKNO3MBHBLIM NpoekToMm Everland, n
Mbl Bnarogapum 3a NpoheccrMoHann3m, oT3blB—
YMBOCTb 1 HEPABHOLYLUWE BCHO Ero KOMaHay, B

KoTopow paboTatoT 1 ntogn co CMA.

HoBoctn HayKu n KJiinHn4eckue
nccnepoeaHmea

MbI npofonxaem cneguTb 3a MOCNEAHNMM
HoBocTaMM B o6nacTv CMA. I'pynnbl y4eHbIx No
BCEMY MVPY NPOAOIXXakoT NCCNeRoBaTh Mexa—
HM3M BO3HVKHOBEHWS 1 Pa3BUTUA CNIMHANbHOM
MbILLEYHO aTPOnK, Ha BCEX YPOBHSX, OT
KNEeTO4HOro [0 OPraHM3mMa B LiefNioM, BbIABASIOT
thakTopbl, BAMAIOLLME HA COCTOAHMNE NaLMEHTOB
C faHHbIM 3abonesaHnem. Mbl oTcnexvsaem
BCIO MHJ)OpMAaLMIO, CBSA3aHHYI0 C paspaboTkomn
HOBbIX NEKapCTBEHHbIX NpenapaTos oT CMA,
[aHHbIE 0 pesynbTaTax KIMHUYECKMX Nccne—
[0BaHWn, Nybnnkyem nctopun cemew, nony4a—
IOLLMX Npenapartbl, @ TakXe pacckasbiBaem 06
0COBEeHHOCTSAX Tepanuii 1 X NPUMEHEHNS.

B 2018 rogy Mbl nepesenv n pa3mecTunm Ha
cante 40 cTaTen, kaxaaa n3 KoTopbix obnapaeT
BecLeHHon nHchopmaLmen Ansa MeauUMHCKNX
cneunanucTos cemert co CMA v gaeT Hapex—
[y Ha nony4eHve JocTyna K NeEKapcTBEHHOM
Tepanuu.

Korpa pogvnack HacTroLuka, Haluemy cHacTbio He bbirio npefena — XenaHHbI v nepBbivi pebeHokK!
Co BTOpbIM MbI peLLvnv He 3ataruBaTts. Korga s 3abepemenHena, HacTs yxxe HaqvHana XxoguTb
CamMOoCTOoATENbHO, HO rMoxofKka bbina kakas—To He Takas... ObpaTuiick K Bpady v MOHECoCk: caanmm
Ky4y aHanv30B, 06oLunv [ecAaTky KabuHeToB, pa3bpoc MHeHWV bbirl OT «0TCTaHbTE OT pebeHKay
Ao «sce nnoxoy. Koraa mei nonanv kK goktopy Ha SHMI, 51 yxe 6bina 7-m mecsle 6epeMeHHOCTH.
[Nocne viccnepoBaHyist Bpad, risas Ha MO XMBOT C HECKPbIBAEMbIM YXXaCOM, MbITancs 00bSCHUTD,
TO KpacHes, To briegHes, 4To y Hac, CKopee BCEero, reHeTuka, v a1o He ne4yutcs. OH oTripaBmi Hac B
nabopaTopuito caaTe aHanm3 «Ha novck geneuywi 7-8 ak3oHos reHa SMIN. o gopore 51 oTKpbina
VinTepHert, npo4utana o Tom, 410 fetku co CMA He goxvBaroT 06bI14HO 4O 2—X NIeT, 1 peLumna, Y7o
3T0 TOYHO He Mpo Hac. 51 pa3o3nunack Ha JOKTOPa, YTO HaroBOpWI1 BCSIKOW epyHAbI, HO aHanm3
cpanw. ['eHeTvK, yBuaeB pe3ynbTaT, bbin B pacTepsiHHOCTY: BO—MEPBbIX, MOV XVBOT BOCHPUHN—
marics yxe Kak rnopoxosasi 604ka, BO—BTOpbIX, HacTs rno pe3ynbTaty aHanv3a bbinna He 605bHa
CMA, a HocuTenem. Ho reHeTvk Bugen v apyrue sBHele npuaHaku CMA (chnbpunaymm, Tpemop,
MuonaTu4eckmne npueMsl, noxoaka) v gonro nogbupan cnosa, 4Tobbl 06bACHUTL MHE, 6epeMeHHoV
1 [0 rocrnefHero BepUBLLIEN B fy4LLIEe, YTO aHan13, CKOpee BCEero, OLLUMBOYHbIA 1y MOeV nobumon
no4eHbky 3Ta npoknsaTas CMA, koTopoe He ne4untcs n nporpeccypyet. K MOMEHTY, Korga fnpuyLLio
rMoATBEpXAEHVE AnarHo3a, 5 y>ke Hallna KoHTakTbl ghoHga «Cemby CMAY, HaqvTanack nHgpop—
Mauuy U3 rpynn B coynarnbHbIX ceTsax, noobLyanack ¢ Mamamy CMA-[eTok v noTuXoHbKY cocTaB—
nana nnad encTBuvi no peabunutaumm s HacTolkn. BHyTpuyTpobHo aHanm3 HactuHow cecTpe
aenatb He cTanum (cpok bbin 60mbLLOV — poXaTk B Il0b60oM criy4Yae), noBes3nv ee Ha crenyroLni JeHb
rocne BbIMVUCKM 13 pogaoma B nabopaTtoputo, v, 0 YyAo, 0Ha oka3anack He borbHa CMA v gaxe He

HocuTtenem!

[MpoLuno yxe 2 roga, kak Mbl 3Haem 0 CMA y HacToLuku. 5 He Mory cka3aTtb, 4To . 40 KOHLa
npuHsina ee 60ne3Hb, MHOr4a s 3M10Ck, B3PbIBAOCh, 714y, BNafako B AENPecCcuto, Ho, rsias Ha
XKN3HEPa[oCTHYH [OYKY, BbICTPo 6epy cebs B pyku. HacTioLLKe ckopo 4, oHa XoauT B AETCKWV Cap,
6acceiH, saaHumvaetcsi JIOK v vnnoTepanvei, foma Xoaum rno 6eroBoy JOPOXKe 1 3aHUMAaeMCs Ha
MoTomege, o4eHb MobuT prcoBaTe Ha CTeHax, y cebsi u'y cecTpbl. Mbl cTapaemcsi XuTb 06bI4HOM
XKN3HbHO, MPOCTO HACLILLAsK ee Kak MOXHO 60ribLue akTuBHOCTIMU. XKusHb co CMA — Toxe XusHb, 1
eLe kakaq!

Mama Hactu.
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Y1o mbl genaem?

sia C6op v aHanm3 /g\ MpomBIKeHne nHTepe—
D] O8HHbIX 0 COCTOAHUN g g COB naumeHTos co CMA

—" CMA B Poccun g
= A/

CoTpyoHM4ecTBo

C POCCUNCKUMU U
CTBEHHOM Tepanumu Me>XOyHapoaHbIMM
N KIIMHUYECKUM opraHnsauusmMu,

%o VCCrNenoBaHnam opraHamu

o rocyAapCTBEHHOW BIAcTM

HocTyn K nekap-

LUudbpe!

6 uenTpos knnHudecknx BB 6onbHbIx cocTosino  “1-e nekapcTeo
NCMbITAHUA OTKPbITbI B peectpe CMA Ha ot CMA nogaHo

B 5 ropogax koHel 2018 roga Ha perncrpauuio
Poccun. B Poccumn B MuH3gpas Poccumn
B MCCefoBaHnsax

NPYHMMAKOT y4acTue

14 cemen, Bblexano ang

yyacTus 3a pybex — 13

cemMen

C'rpa'reruqecl(ue NMHNUNaTmnebl

ShdhekTrBHAA KoMMnekcHas noMoLLb GonbHbIM CMA 1 uneHam rx cemen He MoXeT BbITb okasaHa
cunamu ogHoro droHaa. HT1obbl caenath XM3Hb CeMew MOMHOLEHHON, 8 MOMOLLb — AOCTYNHOM Ans
BCEX HE3aBMCMMO OT PerMoHa NpoXmBaHWs U COCTOAHUA NauneHTa, Heobxoammo obbeanHeHne
YCUNUIA Pasnn4HbIX OpraHn3aLmm 1 CTPYKTYpP: HEKOMMEPHECKOro CEKTopa, roCyAapcTBa,
MEAVLIMHCKMX OpraHn3aumin, Hay4Horo coobLLecTsa 1 NPoN3BOAMTENEN NEKAPCTBEHHbIX CPEACTB.
HanaxeHHoe B3aMmogencTBue 1 CBOEBPEMEHHbIN 06MeH NHhopMaLMen Mexay NpeacTasuTenaMmm
3Tux cdpep ByneT cnocobcTBOBaThL PasBUTM NoMoLLM 6onbHbIM CMA 1 MOMOXET NoBbLICUTL
pe3ynbTaTUBHOCTb AENCTBUN B LIENIOM.

Halwa uenb — 06beayHWTL YCUNNS PasnnyHbIX OPraHn3aumMin 1 CTPYKTYP Ans pa3BuTms
3(hthEKTUBHON KOMMIEKCHOM CUCTEMBI MOMOLLIM U MOAAEPXKKU MALMEHTOB CO CTNIMHAMNLHOM
MbILLIEYHOM aTpodimen, a Takxxe NPeacTaBnATb MHTePEechk! 1 NoTpebHocTM 6onbHbIX CMA, KoTopble
LOMXHbI BbITb CbILLHbBI Y Y4UTLIBATLCS.

Mel Begem paboTy no c6opy nHgopmaumm o konnyectse nauneHtTos co CMA B Poccun, npoasuraem
pasnunyHbIe MHULMAaTUBBI MO YryHLleHWio noMoLum 6onbHeIM CMA Ha rocynapCTBEHHOM ypOBHE,
HanaxvBaeM COTPYAHMYECTBO C MeXAyHapoaHbIMY opraHn3aumsamMin. OTaenbHbIM HanpaBneHram
[enTenbHoCTY ABnsAeTcs obecneyeHre JOCTyNa K NekapCTBEHHbIM NpenapaTam 1 NpoBeaeHUo
KIMHUYECKMX UCMbITaHU HOBbIX NPenapaToB Ha TeppuTopun Poccuu.




MbI ¢ BaMU XMBEM B yAMBUTENLHOE BPeMs. Ha Halumx rnasax
mMeHsieTcs cyab6a ntope co CMA no Bcemy mupy, paspaba-—
TbIBAKOTCS 1 NOSIBNAKTCA HOBbIE NIEKaPCTBEHHbIE CPEACTBA,
KOTOpble MEHSAIOT TPAEKTOPWIO BONE3HM 1 40T BO3MOXHOCTb
papmKanbHO M3MEHUTb CyAb6bl U KAYECTBO XXM3HM ThICSAY CEMEN
no scemy mupy. «Koneco nctopum CMAY 1 B Hallen cTpaHe
nocTeneHHo HabupaeT o6opoTel. B 2018 rogy B Poccum Bnep-
Bble Ha4anMcb NPOrpamMmbl KIIMHUYECKNX MCCNea0BaHNN HOBbIX
npenapaToB ans neveHns CMA v 6bino nogaHo kK paccmoTpe—
HVIIO ANA fanbHenLWwen perncTpaummn Nnepeoro nekapcTBeHHO—
ro cpefcTsa A NaToreHeTMYeckoro neYeHns CrivHanbHom
MbILLIEYHOM aTpodinm anst npumeHeHusa B Poccun. Beé ato
OTKPbIBAET HOBbIE NEPCMNEKTUBBI, U Y HALLX CEMEV NOABNSETCS
Hapexpaa Ha nobepy B 6opb6e ¢ 6onesHbHo.

MepBblit nekapcTBeHHbIN npenapar ana neyvenus CVIA

B pekabpe 2016 roga B CLLIA BnepBble B MUPOBO NCTOPUN
6b1n 0ogo6peH NepBbIn NEKAPCTBEHHbLIN NpenapaT Ans naToreHe—
Tnyeckon Tepanum CMA. 1, koHe4Ho, Ans Hac 6bIno KpuTnye—
CKM BaXXHbIM, 4T06bI NieHeHre 6bIno ofo6peHo K NPUMEHEHUIO B
Poccuu.

Hopora nekapcTsa B cTpaHy 6bina fonron HeByaMMon paboTomn
— NoYTV ABa roa NeperoBOpoB C KOMMNaHWeN—NpoM3BoanTe—
nem, o6cyxaeHns Bonpoca ¢ permcTpaumei neveHns 8 Poccun
Ha pasHbIX YPOBHSIX, M C YHETOM 3aABUTENBHOMO XapakTepa
perucTpaummn HoBbIx NpenapaTtos B Poccumn Ham Bbino kpy—
TUYECKM BaXXHbIM PELLEHME NPOM3BOAMTENS NEKAPCTBEHHOMO
cpenctsa «natn B Poccuioy. Beé aTo Bpems Hac nognuTeisani
CUNaMm HaLLn CEMbU, MX HEOTNOXHAas NOTPEBHOCTL B NeYeHUn
W OrpoMHas HaeXAa Ha To, YTO HaLLUW [ENCTBUSA MPUHECYT
pesynbTar.

W Bcé nony4uunnocek. B koHue 2018 ropa Ha cton MuHucTepcTea
3ppaBooxpaHeHuns Poccuinckon Mepepaumm nerno Jocke Ha
nepBbI NpenapaT Ans NeYeHUs CriHanbHOM MbILLEYHON aTpo—
thnm (CMA) K paccMoTpeHuUto ansa ganbHenLen pernctpaummn n
npumeHeHun B Poccum.

[ns Bcex Hawmx cemernt co CMA 3To BaxHbIN LLar, KOTOPbIM Mbl
3aKpbIn rof, W, KOHEYHO, Mbl HAeeMcs Ha BbICTpoe paccmo-—
TPEHWE PEerynsTopoM JOChE Ha NPenapaT U NoNoXUTENbHOE
peLLEeHNe BBUAY HEOTNOXHbIX MEAULIMHCKNX NOTpeGHoCTen
Kaxxgoro naumeHTa co CMA B Poccun.

Mol 6ynem npogonxaTs NPeanpyHUMaTh BCE OT Hac 3a—
BUCsLLEE, 4T06bI cnoco6cTBOBAaTL AOCTYMNY K HE06X0AUMOW
NeKapcTBEHHOM TEpanun U KAYeCTBEHHOM MeULIMHCKOM No—
MoLLmM Kkaxporo xmeyLero co CMA B Poccun. [axe ecnv Ham
NPEACTOUT JOMMMA 1 TEPHUCTLIN MyTb, Mbl NMPONAEM €r0 BMECTE
C BaMu U1 C BaLLEeW NoAAEp>KKON.
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KnuHun4veckve nccnepoBaHus

Mbl 3anHTEpPECOBaHbI B MOMCKE HOBbIX BO3MOXHOCTEN Tepanum
CMA, 1 noaTomy Ans Hac BaXHO Kak 0Ka3blBaTb COAENCTBUE
paspaboTke 1 BHeAPeHWO NPorpamMm UCCNeA0BaHUs, Tak 1
nomoraTb CEMbSAM, XenatoLLUMM CTaTb y4aCTHUKaMM Takmx Npo—
rpaMm.

Ecrnn B 2017 rogy eAMHCTBEHHOM BO3MOXHOCTbLIO 6610
y4acTue B UccnepnosaHusix 3a pybexom, To yxe B 2018 rogy
poccuickre nauneHTsl co CMA nony4nnm BO3MOXHOCTb y4a—
CTBOBATb B KIMHNYECKMNX UCTbITAHWAX HA TEPPUTOPUN CBOEW
CTpaHbl. 3TO CTano BO3MOXHbLIM B TOM 4M1CRe Npu nHdhopmaum—
OHHO—KOHCYNbTaTUBHOM COAENCTBMN (DOHAA, B3aMMOAENCTBIN
C LieHTpamMu NpoBeAeHns NCCNeaoBaHUii U UX OpraHn3aTopamu.
B Poccumn Havanm peann3osbiBaTbCA 3 NPOTOKONa MCCNER0—
BaHuWi1 B 6 LeHTpax B 5 ropogax Poccum (Bonrorpag, Mocksa,
CaHkT-Tletepbypr, Ekatepunbypr, Yha). [Jo oTKkpbITVS LeHTpoB
B Poccum choHp cTapancsa NoMoYb XenatoLLmMm 1 0TBeYaoLLMM
KpuTepusam Habopa B NporpaMMbl NPUHATL y4acTUe B UC—
nbITaHKsAX 3a pybexxom, Ho Nocne 3anycka Nporpamm Takas
BO3MOXHOCTb nosiBmnack 1 B Poccnu. B obLuen cnoxHocTn 27
ManeHbkmx naumeHTos co CMA 6binv BKtoHeHb! B MporpaMmbl
nccnefoBaHWin 1 Ha4Yanu nonyvaTth NekapcTsa B UX pamMkax, 13
HVX 14 60MbHbIX — HA TEPPUTOPYM CBOEN CTPaHBI.

«BonHutensHbIM 4ns HAc CTano oTKpbITUE OFHOM 13 NPOrpamm
MexayHapoaHOro nccnegosaHws. Korga 3a ogvH AeHb 4o
r1@HOBOro OTKPbITUA LUEHTPA NPULLISIO COOBLLIEHNE O TOM, HTO
Habop B Nporpammy UcrbITaHs 3aBepLueH. 3T0 03Ha4ano, 4To
POCCUACKMNE MaLMNEeHTbl HE CMOrYT NPUHATL Y4acTue B UCCre—
noBaHun. Mbl, kak npegcTaBuTeny NayneHTCcKoro coobLye—
cTBa 6ornbHbIx CMA, a Takxxe Bpadn-mccie[qosaTeny LeHTpa,
HECKOIbKO MECALIEB rOTOBUBLLNECS K OTKPLITUIO NPOrpaMmbl,
COYIM 3Ty CUTYaLNO HEMNPUEMIIEMOV U HECTPaBeannBov, Beb
LeHTPbI APYrvX CTPaH Hanpassisan HaLLUmx NaLmeHToB B POC—
cuvickuii LeHTp. COBMECTHBLIMM YCUIUSMU Bpa4ew 1 naLmeHToB
Mbl 06paTUIINCE B KOMIMaHWUO—CIIOHCOP UCCIIef0BaHWS, yKasanu
Ha HerpuemieMoCTb TaKoro passuTins CoBbLITUV v MOMPOCUIN
MPUHATL BCE BO3MOXHbIE MephbI 7151 TOro, YT0bbl XOTb KaKas—To
48CTb POCCUNCKUX MNaLMEHTOB CMOITIa MPUHATL y4acTne B NC—
crnefoBaHumn.

[Nocne HeckonbKyx AHeV Nepenvucku v NeperoBopoB Ha PasHbIX
YPOBHAX Mbl MOSy41IN MO3UTUBHOE PELLIEHNE O Pa3PeLLIEHN
Ha OTKPbITWE POCCUICKOro LeHTpa. B peaynstate neperosopos
¢hoHga KomnaHve 6610 NPUHATO PeLLeHNe BbIQeUTs OTAEb—
HYI0 KBOTY (HECMOTPS Ha 3aBepLLEHHbIN 10 Mypy Habop) ans
POCCUNCKOro LeHTpa.

3T0T ManeHbKW ycrex KparHe BaxeH A/isl BCeX NauneHToB Co
CMA. Mbi 04eHb Hageemcsi Ha To, YTO UCTbITaHWs rpenapara
YBEHYaTCA YCrEexoM, a NPUCYTCTBME HALLMX NaLMeHToB B POC—
CUCKOW HacTuy NCCNefoBaHns YCKOPUT NMPOLEecc pernctTpawgmm
v ofobpeHve npernapara B HaLLew CTPaHe.»




Mol MoXem nomoraTtk OTAENbHLIM CEMbAM

B PELLEHMN KOHKPETHbIX 38434 CerofHs,
3aBTpa 1 nocnesasTpa. Ho HeBO3MOXHO
PELLNTE MHOrQYMCHEHHbIE NPo6remMbl 60MbHbIX
CMA no Bcen Poccun 6e3 npuuena Ha
CUCTEMHbIE N3MEHEHWA B 06LLIEM NoAXoAe K
0Ka3aHWo nomMoLLm — 6e3 cucteMHom paboTsl
HMYero MeHsATbCA B CTpaHe He 6yaeT. A rge
CUCTEMHbIE PELLIEHNS, TaM KOMMYHUKALMA C
BnacTbio. HeBo3MoXHO 4To-To caenaThb 6e3
MOMOLLIM N NOAREPXKKM OT rOCYAaPCTBEHHbIX
OpraHoB, OT II0feN, KOTopble NPUHNMAIOT
peLLeHns 1 cnocobHbl BNMSATL Ha TO, Kak
06LLas rocyaapcTBeHHasA CcTeMa MOAAEPXKKN
Ts>xenobornbHbIX Moaert paboTaeT B UHTEpecax
BMOJSIHE KOHKPETHOM ceMbu. I/ Mbl BUgMM
CBOI0 3afa4y Tak>Xe B TOM, YTOBbl Ha pa3HbIX
nnoLLafKax 03By4nBaTh, 06bACHATb, BOHOCUTb,
aHanMsnpoBaTb U NPeACTaBNATb MHTEPECHI

1 notpebHocTn Hawwmx cemert co CMA. Ml
CTapaeMcs UCMonb30BaTh Nobble BO3MOXHOCTU
1 3axX0AnTb B Ntobble ABEPW, 38 KOTOPbLIMU
06Cy>XAalTCA BOMPOCHI, BaXHbIE ANs HALLIWX
nopAoneyHbix.

Cpenv BaXHbIX BOMPOCOB, Ha PELLEHUM KOTOPbIX
Mbl KOHLIEHTPYPOBAIUCh B 3TOM rOAy:
+  Bonpocbl nekapcTBeHHOro o6ecrneyeHns
1 COMPOBOXAEHUS BOMbHBLIX PEAKMMU
(opdhaHHbIMK) 3aboneBaHnaAMM.

- Bonpocbl pa3Butus gnarHocTukuy,
npenynpexneHnst 1 paHHero
BbIAAB/IEHNS BOMbHBIX HACNEACTBEHHbLIMMN
3aboneBaHusaMN.

- Bonpocbl pecnvpaTopHoi NOAREPXKA 1
obecneyeHvie annapaTaMmm BEHTUNALUN
nerkux n gpyrium o6opynoBaHve ans
NOAKAEPXKKY ObIXaHUS.

- PasButune nannuaTtnBHOM NOMOLLM U
MeXAMCLMMNMHAPHOro noaxoaa npu
okasaHuy nomoLLm 6onbHbIM CMA.

B pamkax aTon geatensHocT hoHA yHacTBoBan
B COBeLLaHUsAX Ha nnoLyagkax Annapata
YMONHOMOYEHHOr0 Mo Npasam Yenoseka B P®d,
O6wwecTtBeHHon nanaTel PO, MocygapcTBeHHON
Oymbl PO, CoseTa Pepepaumnn, MuHucTepcTsa
3npaBooxpaHeHust P®, npecc—koHgepeHumsax
1 APYrMX MEPONPUATUSX, @ TaKXe NpUHUMan
yyacTue B paboTte CoBeTa 06LLEeCTBEHHbIX
OpraH13aumn no saLymTe Npas NauveHToB

npy MuH1CTEPCTBE 30paBOOXPaHEHS

P® 1 3kcnepTHOro coBeTa No ophaHHbIM
3abonesaHuam KomuTteTa no oxpaHe 300poBbaA
'] P®, noCTOAHHBLIM 41eHOM KOTOPOro
ABNSAETCH PYKOBOAWTENb dIoHAA.

B Poccun HeT ochuumansHoro pervctpa
naumeHToB ¢ CMA. NoaTomy HUKTO He
OTBETUT, CKOMbKO AETEN 1N B3POCTIbIX C 3TON
B0nesHbH XMBET B HALLIEN CTPAHE U Kakme y
HUX Npobnembl. HenoHMmaHmne, «CKonbko» u
«Kakuney, BEAET K TOMY, H4TO HaLLUM NoJoneYHble
3a4acTylo ocTaloTCs HeBUaMMbIMK, OTeyTCTBIE
NMOHMMaHWs KonmnyecTBa 6onbHbix co CMA —
0[iHa 13 NPUYUH, KOTOPas NPUBOAUT K HU3KOMY
YPOBHIO NMOMOLLIM, KOTOPas CErofHsA AOCTYMNHa
1 0Ka3bIBAETCS HALLVM ceMbsiM. [MoHMMaHWe,
KOMY 1 Kakomy konmyecTsy nopen co CMA
HY>XXHa KBanuuumpoBaHHasi opraH1n3oBaHHas
MOMOLLb, — BaXXHbI LLAr K UBMEHEHWSM.

ImeHHo noatomy choHp BefeT 6a3y AaHHbIX —
peecTp 6onbHbIX CMA B Poccun, TatensHo
co6upas 1 NpoBepss MHOPMAaLMI, KOTOPYH
HaM NpeaocTaBnAT 06paLlaoLLmnecs CEMbU.
Llenb BegeHusa peecTpa — cogencteune

B MPOBELAEHNN HAYHHbIX U KIIMHUYECKMX
1CCnenoBaHui, yryYLleHne CUCTEMbI KaYecTBa
nomoLum 6onbHLIM CMA, coBepLUeHCTBOBaHWE

ONarHoCTUKKM 1 NOBbILLIEHNE Ka4eCTBa OKa3aHuna

MEeOVLMHCKOW NOMOLLN.

CvicTemMaT3aums aHHbIX MOMOraeT Ham
HarnsgHo YBUAETb M NMoKa3aTb MacLuTab
npo6remMbl U NONOXEHVE NAaLMEHTOB CO

CMA B HalLLel CTpaHe 1 apryMeHTMPOBaHHO
rOBOPUTHL C NIOABMU, MPUHYMAIOLLVMU

BakHble peLueHust. C To4HbIMM AaHHBIMA

HaMm ferve 0TCTavBaTb NPaBa HaLLUX CEMEN,
A06UBaTLCA KBAaNMGULIMPOBAHHOM MOMOLLM U
nekapcTBeHHoro o6ecneyenus. NMomumo 3Toro,
MHhOpPMaLVs 0 pearnbHOM KONMYECTBE Nofen
co CMA no3asonsieT hoHay peann3oBbiBaThb
OCHOBHbIE MPOEKThI 61aroTBOpPUTENLHON
NporpamMmbl, MPOBOAWTbL OMPOCHI 1
1ccnefoBaHus, BECTV paboTy € CeMbAMMU,
NpoBOAWTbL 06yyatoLLMe U MHOPMAaLMOHHbBIE
BCTPEYM, ONepaTViBHO MH(DOPMMPOBATL CEMbY O
CaMbIX BaXHbIX HOBOCTSIX.

Ha koHeu 2018 roga B peectpe
3apervcTpupoBaHo 669 6onbHbix CMA, T.e. 3a
ron peectp yBenuyuncs Ha 160 YenoBsex.



CMA Espona

JTtobbIx Lenen MoXHOo A0CTUYb, eCnn
06beanHUTL yeunus. ViIMeHHo noaTomy
opraHu3auumu, paboTatoLme B 0611acTv peakmx
3abonesaHuin, 06bEAVHAKTCA B accouuaummn. V1
CMA — He nckntoyeHuve. Takon o6beguHaoLLen
CUIbl HAUMOHAIbHbIX OpraHM3auui,
paboTatoLmx B 061acTv CNMHaNsHom
MblLLeYHoM aTpodinm, ABnsieTcs EBponeickas
Accoupnaumns SMA Europe. HavaB pabotats B
2006 ropy, cenvac CMA EBpona — cunbHbIN
06beanHeHHbIR ronoc 17 opranmnsauui ns 15
cTpaH. I Mbl 04eHb pagbl, 4To PoHg «Cembin
CMA» — yacTb aToro.

[Bax/pl B rof pyKoBoAMTENb HaLLero hoHpa
y4acTByeT B 3acefaHusix CoBeTa AMPEKTOpoB
Esponewckon Accoumaunm SMA Europe. Ha
3TVX BCTPeYax NPefcTaBuTEN NaLUmneHTCKUX
OpraHv3aumii BCTpe4aloTcs BMecTe, YTobbl
06cyxaaTh CaMble akTyarbHble 1 HacyLLHble
BOMPOChI, KOTOPbIE ECTb Ceyac B 06nacTu
CMA Ha rno6anbHoM YypoBHE, 1 AENCTBOBaTb
COBMECTHO, 06MEeHVBaTCA HOBOGTSAMY 1
NYYLLIMMUN UHALMATUBAMM NOMOLLM 60MbHbIM
CMA.

B pamkax pa6otel B CMA EBpona
NpOBOAATCH BCTPEYM C NPEACTaBUTENAMM
thapmaLieBTUHECKON UHAYCTPUMN 1

nccnefoBaTenbCKUMM rpynnamm,
3aH1MaLLMMKcs paspaboTkamu B 06nacTu
noucka ne4veHns CMA. BeicTpoeHHoe
COTPYAHMYECTBO NO3BONAET 06CYyANTL BaXHbIE
BOMPOChI, KOTOPbIE 6YAYT UMETb Pa3BUTVE B
6yayLuem, n NnpeacTaBnsaTb 0606LLEHHBIV «ronoc
nauuyeHTa, KOTOPbIN JOMKEH Y4YUTbIBATLCA

npv paspaboTke 1 peanusauunm NobbIx
VHLMATMB, CBA3aHHbIX ¢ 3abonesaHnem. Mbl
ob6cyxaaem Bornpockl Heo6X0AMMOCTY PasBUTHSA
nccnefoBaHui B 061acTi KOMBMHATOPHbBIX
Tepanui, NpenapaToB, HanpaBneHHbIX Ha
paboTy MbILLILL, HyXAbl BO3PACTHbIX NaLMEHTOB

1 B3POCTbIX, @ TAKXE TeX, KTO HaXOAWUTCA Ha
AnuTenbHbIX cTaausx 6oneann. O6eyxpanu, kak
Hanbonee achhekTMBHO B3aMOAENCTBOBaTL

C KIH04eBbIMM CTeKxongepamm B o6nactu
CMA v nobutbes Toro, 4Tobbl UHTEPECHI

BCEX NaLMeHToB Bbin y4TeHbI, FOBOPUIN

06 aKTyanbHOCTV MHULMATVB Pa3BUTUA
AMarHocTUHecKyx NporpaMm, B TOM Y1cne
CKPWHWHIa HOBOPOX/EHHbIX, BHEAPEHUS
CTaHOapToB NomMoLLm nauneHTam co CMA B
HaLMOHarnbHble CUCTEMbI 30PaBOOXPaHEHNS.

B 2018 rogy CMA EBpona npvcoegmHunach

k Industry Collaboration Project Cure SMA,
Lienbio KOTOPOro CNYXUT pasBrUTUeE KITMHUYECKUX
LIieHTPOB AN NpoBefeHVst UCCnefoBaHuin 1
paboTbl G HUMW.

Mol Nnpoponxxaem akTMBHO paboTaTh B COCTaBe
06beanHeHHbIX EBponenckmx CMA-cun gns
TOro, 4To6bl AENUTLCS OMbITOM, MHhopMaLumen
1 3aLUMLLATb UHTEPECHI BCex 6e3 NCKIoYeHNs
naumeHToB co CMA. SdhchekTrBHOE CcOTpya-
HNYECTBO M NOHUMaHWE rnobanbHbIX Lienem un
NMpoLECCOB, NPOMCXOAALLMX B 3TOM 061acTu,
TakXe NomMoraeT HaMm ny4Lue paboTaTb Ha Ha—
LIMOHaNbHOM YPOBHE.

Mex(nyuaponuan aKTUBHOCTb

IMommmo pa6oTel B coctase CMA Espona,
thoHA y4acTByeT B MexayHapoaHbIX COBbITHSAX,
CBA3aHHbIX C paboToM NaLVMEeHTCKMX OpraHn3a—
LA, TEXHOMOr NI Pa3BUTKS 3APaBOOXPaHEHNS 1
penkvx 3abonesBaHuit.

B aTtom rogy, knto4eBbIMY MEPOMNPUATUAMM

cTanu:

+  MexayHapopgHas KoHdiepeHuusi No 06MeHy
OMbITOM CPeay NaLMeHTCKWX OpraHn3aLmn
IEEPQ;

- Bopkwon EBponevickon ®@epepauum
Hesponorudeckux Accoumaumm, nocea—
LLIEHHbI TEXHONOMUAM OLIEHKM B 0611acTu
3npaBooxpanenns (HTAJ;

. Me>xpyHapoaHas KoHdhepeHums no Peakmum
3aboneBaHvam AmepukaHckon Accouma—
ummn Global Genes.

YyacTvie B MeXAyHapoaHbIX MEPONPUSTHSX
no3BonseT Ham 06MeHBATLCA OMbITOM W 3Ha—
KOMUTBCA C NYYLLMI NPaKTUKaMM1, HEKOTOpbIE
N3 HVX MOTYT BbITb MNONE3HbI W B HALLIEN CTPaHE.
Mwp BOKpYr HAC MEHSIETCS CTPEMUTENBHO,
NosiBNAOTCA HOBbIE NPenapaThl, MeToabl Ava—
FHOCTWKM, B TOM YUCIE W PAHHEWV, METOALI 1
cpeacTsa peabunutaumm. C MEHSOLLMMCS My—
POM MOSIBNSAOTCA HOBbIE 33844 B OpraHvM3aumum
MOMOLL 1 HOBbIE NOTPEBHOCTM Y NALMEHTOB.
3TV NPOLIECCHI MPOUCXOAST MO BCEMY MUY, 1
06MEH OMbITOM, NOCNERHVMY HOBOCTSIMU U TeX—
HOMOTNAMU — BaXHbI 3NEMEHT 3dhtheKTUBHON
paboTbl NGOV HEKOMMEPYECKOW OpraHn3aLmu.
3T0 BOBMOXHOCTb YHUTHCS Y TYHLLIUX TOMY, KaK
3hheKTUBHO y4aCTBOBATL B MPUHATUM peLLe—
HUI B 06NacTV 0XpaHbl 300POBbSA U PEanbHO
BIUSATb Ha HUX.



CsernaHa, mama LaHunnbi:

«TorbKO C POXAEHEM MIAALLIEro ChbiHA HALLIA CEMbSI y3Hana 0 Takow 60/1e3HU, KaK CriHabHast
MbiLLe4Has atpopums. C nocTaHOBKOM 3TOro AnarHo3a B HalLiey CeMbe rNosiBAIMCH TPEBOra v CTpax
3a Xu3Hb [JaHwna v ero afgantauuio B 06LLECTBE.

A yBonumnack ¢ paboTsl v MPpaKTUYECKM BCE Bpems 3aHnmarock pebeHkom. Y [anunsl CMA 2 tuna,
OH HE MOXET CTOSITb, XOAUTb.

B 1,5 roga HaHvna mMor nonsate 1 CToATb Ha YeTBEPEHbKAEX, HO 1 3T0 ymeHne CMA otHsana y Hero.
CbIH noTEps caMoCTOSATENbHOCTb B ABVXXEHVN [OMA, Ha YuLe, B Urpe c Apy3bsiMu, B y4ebe.
[NosiBunace 60pbba Co CKOMMO30M, KOHTPaKTypamu 1 BPYruMim ConyTCTBYOLLMMU AnarHo3amu. B
HaLLey XU3HW MNosBUNNCE MNOCTOSHHAas peabunntaums 1 MHOXECTBO PasfivyHON BCrIOMOraTelbHOoM
arinapaTypb! U IPUCIOCOBIEHUI.

MbI Hageemcs v XAeM, 4T y Hac NosIBATCS BO3MOXHOCTb Ha4yaTb fiekapcTBeHHyro Teparnnio CMA,
KOTOpP&asi CMOXET 0CTaHOBUTb HEM36exXHOoe MporpeccupoBaHve 3Toro CTPaLUHOro 3aboneBaHus.
Bepwum, 4yto nekapctso He no3sonut CMA oTHATb BO3MOXHOCTb CAMOCTOSITENbHO AbILLIATb.

Kak pogutenu, Mbl roToBbI caenatk BCE, YTO B HALLWX cunax, pagv tepanvv CMA. [oToBebl
y4acTBOBAaTL B UCMLITAHVISIX IEKEPCTBA 1 PasiinyHbIX MPOrpaMmax, NepeexaTb XuUTb B APYryto
CTpaHy, 0TAaTb BCe AeHEeXHbIe cpe[cTBa. [[0ToBbI MOCTOSAHHO 3aHUMAaTLCS C pe6EHKOM, He
rnepectaBas 6opoTtbcsi co CMA, v BepuTb B nobeay».

Mama Hukn

«Korpga mbl y3Hanv o 601e3HV HaLLey MarnbILLKY, BCE NepeBepHYIoCh 1 pyxHyro. B Haluer cembe
MosIBUIaCh HOBAasi HUKEM HE U3YYEHHas 1 He MPOYNTaHHas KHUra, B KOTOPOVi eCcTb rpocTo 6erbie
MycTble CTPaHULIbI.

XKn3Hb Haluen Hukycu npoTekaeT He Kak y 06bIkHOBEHHOro pebeHka. Y Huku kaxpogHeBHasi
paboTa 6e3 BbIXOAHbIX: BAOX W BbIAOX, Maccax, bacceviH, nnnotepanus, TMMHacTyKa, (outoor, npyuem
11eKapCcTB 1 BUTAMUHOB, (ON310MpoLenypsbl.

Ay Hac, ee poguTenen, eLe — MoOCTOSHHbIV CTpax 3a ee Xun3Hb. O4eHb Xo4eTcs, YTobb!
niekapcTBeHHasi Tepanvsi MoMorna Ham He MoTepsATb Te HaBbIKU, YTO Mbl UMEEM ceviYac, 1 0bpecTu
HOBbI€E: CECTb, MOMoA3TH, BCTaTb U MonTu. XKuTb, Kak 06b14HbI pebeHoK. A eLye, 4Tobbl 6or1e3Hb He
3abparna To, 3a HT0 Mbl 6OPeMCS Kaxabli AEHb, HALUW ManeHbKue nobeasi.

Mpbi meyTaem o nyqLuem 6yayLyem Ans CBoUX AETeV v MOHMMAaEM, YT0 [/151 3TOr0 HaM HY>XXHO CHEenaThb
MHoroe. PacnpoctpaHsaTs nHghopmMaLmio o 60ne3Hy, 4Tobbl gpyrie poauTeny He McKanv ee no
Kpynvuam, BobmnBaTbCS NOA[AEPXKU 1 MOMOLLM OT MPaBUTENbCTBE U MUHUCTEPCTB, YTOObI OHYU
06paTuiv BHYMaHWE Ha Hac 1 Ha To, YTO BHOCUT B HaLLly xu3Hb CMA.

51 BCE Bpems QyMaro 0 CKPUHVHIE HOBOPOXXAEHHbIX V1 O MOJIOAbIX Napax, KOTopbIe MiaHupyroT
POXAeHve MarnbiLLa, MHe MHOIr0 BCEro X04eTcs caenatb v il CBoero pebeHka, v ansa apyrux. Ecnn
4YeCTHO, TO JIMYHO f1 FOTOBA Aaxe Ha MUTUHI Bo3ne Kpemns, mviLb 6kl TONbKO NpaBUTENbCTBO HAc
YCAbILLAOo Y MOHVUMANO0, YTO HY>XXHO AenaTtby.

W13 BbicTynnenvs pogutenev Ha KoHgbeperum CMA, B xoge KOTopow Mbl OpraHn30Bany
crieymanbHy CeKLMIO, MOCBALLEHHYIO MHHOBaLUVOHHBIM Tepanusam. Ham BaxHo, 4Tobbl He TOMbKO
6bir1a CribILLHE MHEOPMaLVSI OT Bpa4es v 3KCrepToB, HO 1 Bblil YCIbILLAH rOf10C CaMuX CEMEV, X
XKenaHwvi, Hagexa v 3aBeTHbIX XenaHui. Mbi 6ygem npogomxars, MoToMy YTO HaLLm AeTV OCTOMHbI
rpaBa Ha Xw3Hb 1 JOCTOVIHbI IPaBa Ha fieqeHue.

36




e I'Iemeu.l,b cen

3T0 Lenbl KOMI"'U‘IGKC npﬂg&ms Hanpa ne»ﬁlx Ha‘\
@ ‘5pa60Ty KaK HeNoepPeaCTBEHHO C BOABHbI MA, Tak
M C nx bnmskumut. Mol y6exxpeHbl, 4To, Koij a TXeno
boneeT pebeHok, bONeeT 1 HY>XAAaeTcs B éMOU_LMM
noamepxke BcA ceMbs. Halua OCHOBHaF’ elb — NoOMO04b /
A %%Mbﬂlvl afanTMpoBaTbLCA K XXU3HU C 3aﬁ§ne5€ﬁmem _
\ - ‘ : U WHaNTW peLLeHna B KaXXO0W KOHKPETHOW CUTyaLmu.
Ham BaXXHO NOMOYb CEMbE HE CHUKaTH YPOBEHL
XXN3HW, MPOQOMKATL XUTh MOTHOLIEHHOM XN3HbIO, 1
MaTepuanbHas COCTABMAIOLLAN B 3TOM Jarneko He camas
BaXkHasi. BonbLUMHCTBY CeEMe ropasfo BaXHee MnonyynTb
NHPOPMAaLIMOHHYI0, COUManbHY 1 MEQULNHCKYHO
MOMOLLLb, MOYYBCTBOBATb, YTO OHWU HE OLHMW.




MpoekT Knuunka CMA

KoopnMHaTop npoekra: Pecypchbi:
( + ’; =
?;“f i‘; -
Onbra baxeHoBa (BonoHTep) 648 Thic. 52
sma-—clinic@mail.ru pybnen BOJOHTEpPA

Y10 mbl genaem?

<0

MepgnumHckume Oby4eHve cemen HacTtporka
KOHCYNbTaLmn pEeCNMpPaTopHOro
obopygoBaHuA

T
10 scTpeu 52 cembn nz 30 374 koHcynbTauum
npoekTa pervoHoB Poccumn nauveHToB
«KnuHnka CMA» MPUHANW y4acTUE B

«KnuHuke CMAY.

KnuHuka CMA

IHorga cambiM cnoxHbIM ansa Halmx cemen co CMA okasbiBaeTcst HalTL 3HAKLLEro U
noHMMatoLLero cneunanncTa B CBOEM pervoHe, 4YTObbI nony4unTb Ty cCamMyto MEOULIMHCKYO
pekomMeHaauno 1 cCocTaBnUTb nNnaH HabnaeHNs 1 nNnaH no hanbHenemy MegmUMHCKoOMyY
CONpPOBOXAEHNIO. VImeHHO No3ToMy Kaxkablii MECAL, Mbl NPUrNaLLaem CeMbM B MOCKBy Ha
KOHCYNbTaLUMM y CamblIX NIYHLLINX U PeJKUX CNeumManmcToB Nno CnHanbHOM MblLLEeYHOn anOCbI/II/I.
Kaxpgbin mecsy, 6 cemein n3 Pa3HbIX yronkoB CTPpaHbl NpUe3XxatT B MOCKBy, 4TO6bI pasoﬁpaTbcn B
TOM, 4TO NponcxognT C peﬁeHKOM 1 YTO AenaTb ganbLie.

,D,J'IH HaLllero CbOHD,a 3TO 04€Hb BaXXHbI CUCTEMHbIN MPOEKT, KOTOPbLIV Mbl, HECMOTPA Ha BCe
TPYOHOCTW, OCYLLECTBAEM Y>Xe TPETUI roJ Noapsaa COBMECTHO C MaquO—MapVII/IHCKI/IM
MeJNUNHCKUM LIEHTPOM ((MI/IJ'IOCEpJJ,I/Ie)).

B pamkax nocetuenus «KnuHnkm CMAY Halm cemby B 04HOM MECTE 1 B 0MH AeHb Nony4atoT
BbICOKOKBanMgMLMpoBaHHYH NOMOLLIb CNeumannucToB, 06n1aaatoLLmx OnbITOM CONpPoBOXAEHUS
60MbHbIX CO CNMHANbLHOM MblLLIEYHOM aTpoghnen, U KOHCYNbTaUmM B COOTBETCTBUM C OCHOBHbLIMM
NPUHLMNaM1 BeeHWs NaunMeHToB ¢ 3TMM 3abonesaHvem. [onyvas pekomeHaaummn, CeEMbs Ha CBA3N
C KOOpPAMHaTOPOM hOHAA MOXET COCTaBWTb AalNbHENLLNIA MapLUPYT PELLEHVS BbIABNEHHbIX Npobnem
cornacHo pekoMeH[aLmnsiM OKTOPOB.




Haluwm nocTosiHHbIE 1 caMble rmaBHbIe NOMOLLHMKY 30eCb — Bpa4n pa3HblIX CreLnanbHOCTeNn, KoTopble
yxe bonbLue Tpex ner paGOTaPOT C HaMMW naumMeHTamMn: oCMaTprBatoT AEeTer 1 0TBEeYalT Ha BCe
BOMPOCHI, KOTOPbIE HAKONUIUCb Yy poauTenen aeten. OHun cocTtaBnsaT pekomMeHaaLmmn, Kotopble
MOMOryT BECb CnefyloLnn rog cnegutb 3a COCTOAHWEM OETEN 1 CBOEBPEMEHHO npeaynpexaaTb
OCNOXHEHUA, KOTOPbIX B >XU3HU peGeHKa co CMA o4eHb MHoro. Ecnu 3Haelwb, 410 pgenathb,
3HA4YUTENBHO Nervye XmnTb, 0COBEHHO HAX0AACh Ha CBA3W C KoopanHaTopom CpOH,Ela.

[NomMyMO Bcero mpoYero, Anist BCEX HAC 3TO YyAecHas BOSMOXHOCTb BCTPEYATbCS OYHO C HaLLMMK
cemMbsiMn. OBbIYHO Mbl MOXEM C HAMU NOAAEPXMBATL CBSA3b TOMbKO Mo TenedoHy. lnuHoe obLueHne
CBSI3bIBAET HAC HEBMOMMOWN HWUTLIO B3aVMOMOHMMAHWA 1 NMOMOraeT BCEM HaM OLLYTUTbL OBLLHOCTb
NHTEepecoB. A 0B6LLEHVE C AETEMU MPYHOCUT HACTOSILLEE CHACTLE, MOTOMY YTO AETW Y HAC CKA304HbIE.

PernoHbl npoxuBaHua 6onbHbIX , noceTnBlumnx «Knuuuky CIVIA»:

AnTanckunin kpan KypraHckas obnactb
Benropopckas obnacTtb Jlvneukas obnacTb
BpsiHckas obnacTb MlockBa

BopoHexckasn obnacTb IViockosckas obnacTb
Kanyxckas obnacTb Hwxeropopckasn obnacTb
KapavaeBo—-Yepkecckas p. HoBocwnbupckas obnactb
KvpoBckasi obnactb Mpvmopckun kpain
KocTtpomckas obnacTtb Pecnybnuka TaTtapctaH
KpacHopapckuin kpan Pecnybnukn Kpbim
KpacHosipckuin kpan PocTtosckas 0bnacTb

Camapckast obnacTtb
CankTt-eTepbypr
CapaTtoBckas obnactb
CTaBpononbckui kpawm
TamboBckasi obnacTb
Teepckas obnacTb
TtomeHckan obnacTb
YnbsHoBCcKasa 0bnacTb
YenabuHckasa obnacTb
flpocnasckasn obnacTb

Bcero npoBegeHo 374 KoHcynbTauuii cneynasncToB.

Cneunanucr I xB. Il kB. Il kB. IV kB. Bcero
Hesponor 18 18 18 6 60
WHcTpykTop JTPK 18 18 12 6 54
LOweTtonor 14 17 17 6 54
Mepnatp 15 13 11 3 42
Mcuxonor 14 13 10 3 40
OpTonen 13 14 24 6 57
MynemoHonor 18 13 12 0 43
PecnvpaTtopHas @] 12 6 6 24
mMefcecTpa
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Torpga nocne NocTaHoBKY AMarHo3a He npoLUsio eLye v MecsLa, B roroBe bbina KaLla u3 HeroHATHbIX
croB-BeLLel, KOTopble HYXXHbl peGeHKY (ambBy, acrmpaTop, OTKaLLMBATES b, HUBJ1, 30HAbI).
NoceLLeHvie KMMHWKY 4a0 NoHUMaHue, Kak BbirfisguT Bce 060pynoBaHue, @ caMoe rnaBHoe, Kak um
Monb30BaTLCA.

CambiMy LUeHHbIMW CTany KOHCYbTauumy y CreumanicTa ro AbIXaHuio, KOTopasli CMOora rnocBsTUTh
HaMm ABa gHs, u y nHeTpykTopa JIPK. 3a aToT KopoTKmi neprog Ml CMOITIA HAY4YUTLCS MPaBUIbHOMY
MO3ULMNOHMPOBaHWIO PEBEHKE, OYUCTKE [AbIXaTefbHbIX [yTew, rMMHacTuKe C MeLuKoM AMG6y,
KOPMIEHWIO Yepes 30H4.

Bbnarogaps Knunyke CMA Mbl Mony4mnu LWT, KOTOPbIM MOXHO 060POHATLCS OT yAapoB CrvViHabHOM
MbILLIEYHOM aTpoghun.

BornbLuoe crnacvbo 3a nomots!

tOnus AreeBa

Ha knuHvke 6bina asaxabl, nepsbwi pa3 B 2015 rogy. [Nonana ko Bcem crieynanictaMm Kpome
nynsmoHoriora. Ocob6eHHo 3arnoMHUIack KOHCYNbTaums couaundeckoro Tepanesta. OHa cpasy noHsna,
YTO CUXY HernpaBubHO. Marno Toro, 4To KOHCYbTaLWs JUINAack 4Yac, Tak TepanesT BMECTE CO MHOV 1
crieymanbHo s MeHs puayMbIBana BapuaHTbl YrIPaxXHEHW.

Ha BTOpo# noceLyeHHo KIAVHWKE Mosly4nnochb HEe TOSbKO MOMyYnTb KOHCYMbTaLuuu, B TOM 4Yucie
nynbLMOHOIOra U AMeTonora, Ho 1 noobLyaTbCcsl Mexay cobon. Beab knvHuka 6biia Ans B3poCrbIX
naumeHToB, 1 Bce Mbl bl 3HAKOMbl 3804HO Yepes MHTEPHET (4aTkl 1 cKawr), a TyT noobLyaTbCs
BXUBYIO BbI10 thaHTacTudecku. XKanko, BpemMeHu 6bi1o Maro.

Enena KyabmuHa

MbI npuexanu nepsbii pa3 Ha KIMHWKY, Korga s B3sna QUMKy us getgoma v He 3Hana, YTo Takoe
CMA. Mbi gaxe He 3anuckiBanvch K Bpadam! Ho v BBogHas nekuyus okasanachb 04YeHb rofe3Hou.
Sanucanuce Ko BceM Bpayam Ha CreaytoLyto, npuexani v yxe o60LLMM BCEX CMeumanicToB o
HOumuHomy 3a6oneBaHnto. CambiMiy M0fe3HbIMU 0Ka3anuchb KOHCYnbTaumn gvetonora (B 9,5 net
HAvmbiy Becun okono 10 kr! Cevivac B 2 pasa 6onblue) v cneynanvcta o JIPK. Mbi y3Hanu, 4To ¢
KOHTPAaKTypamun MOXHO 4TO—TO Aenatb. Y nynbMOoHOoIora Mbl Y3Hanmu npo oTkalunmsatesns. Jymato,
oTKaLLmMBaTenb crac UMKy oT peaHumMaumnm yxe B NepByH OCEHb.

TatbsiHa CBeLuHWKoBa
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MpoexkT AppecHasa nomollb

KoopavHatop npoexra: Pecypchbi:

v
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Enena KapnyxuHa 1 624 TuiC
family@f-sma.ru pybnen
Y1o mbl genaem?

—

T —
6 .=
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O6ecneyeHune OkazaHne
MEOULIMHCKUM thHaHCOBOW MOMOLLIA
obopynoBaHuEeM, Ha npuobpeTeHve
pacxofHbIMU obopynoBaHus
mMartepuanamu,
nnTaHmnem n
opTonegn4ecknMmmn
n3agennamMn.

Lnchpe

.9
BOJIOHTEPOB

VHdopmurpoBaHne
0 HeobxogMMom
obopynoBaHuu n
0COBEHHOCTAX ero
1CMofb30BaHNUA

AapecHas noMollb AeTSM U B3poc/ibiM co CMA

OT Hann4ms Heo6xoAMMOro 060pyA0BaHYSA 334aCTY0 3aBUCAT XM3Hb U 3A0POBLE NaLMEHTOB CO
CMA. MonyunTb 060pyAOBaHNE MO rOCYAAPCTBEHHLIM NPOrpaMMam GbiBaeT 04eHb CnoXxHO. OHO
MOXXeT BbITb HEMOAXOAALLWIM M0 MHAVBUAYANbHBIM NapamMeTpam, ero NMpyYXoAMTCs [ONT0 XAaTb,
OHO MOXET 0TCYTCTBOBATL B nepeyHe VMPA, a MHoroe Boo6bLLE He BXOAWT B rOCYAAPCTBEHHYHO
nporpammMy o6ecneyeHusi, B TOM YUCTIE U XM3HEHHO BaXHOE pecnvpaTopHoe o6opyaoBaHve. Bce
3T (haKTOpbl HEFraTUBHO CKa3bIBAIOTCA HA COCTOSIHWW U KAYECTBE XU3HW JETEN 1 B3POCHbIX CO
CMA.

Y706kl NOBLICUTH KAYECTBO XXN3HU BOSbHBIX 1 MOMOYb BRM3KMM yXaxXm1BaTb 3a NaLneHToM,
thoHA okasbiBaET MOMOLLb B NPUOBPETEHUM HEOBX0AMMOT 0 XU3HEHHO BaXHOrO 060pyAOBaHNS,
pacxofHbIX MaTepuarnos, FMrMeHNYecKyX CPEACTB W CNeUnan3npoBaHHOro MUTanHws. MomMoLLb
0Ka3bIBAETCA 33 CHET UMYLLIECTBA, KaK NMPYOBPETEHHOr0 HA MOXXEePTBOBAHWS, TaK 1 NepeaaHHoro
6naroteoputensmun B hoHg PRO-bono.

82 cevbavi vz 41 3akynneHo v nepeaaHo
pervoHa Poccun B CEMbM 060pya0BaHMe
oKasaHa mMaTepu— Ha cymmy 912 Thicay

anbHas NoMoLLb py6ne

MNonyyeHo PRO-bono n
nepenaHo MMYLLECTBO Ha

CYMMy OKOIO  MUnnv—
OHOB py6sen




Ot Hann4ms HeobxoanMoro 060pyA0BaHMA 3a4aCcTy0 3aBUCHAT XU3Hb U 300POBbLE NaLMEHTOB CO
CMA. Mony4nTb 06opyaoBaHre No rocyAapCTBEHHbLIM NporpaMmam BbiBaeT 04eHb CnoxHo. OHo
MOXET 6bITb HENOAXOAALLMM M0 UHANBMAYaNbHLIM NapamMeTpam, ero NpUXoAMTCS AONM0 XAaTb, OHO
MOXET 0TcyTCcTBOBaTL B NepeyHe VIMPA, a MHoroe Boo6LLie He BXOAMT B rOCYAapCTBEHHYHO MPO—
rpammy obecneveHns, B TOM YKMCIe 1 XM3HEHHO BaXXHOe pecrnvpaTopHoe obopyaosaHue. Bee atn
thakTopbl HEraTUBHO CKa3bIBAIOTCHA HA COCTOAHWN 1 Ka4ECTBE XU3HW AeTern 1 B3pochbix co CMA.
H706bI NOBLICUTL K&YECTBO XMN3HM BOMbHbIX 1 MOMOYb BAIM3KUM yXaXmnBaTb 3a NaumMeHToM, oHA
0Ka3blBaeT MOMOLL B NprobpeTeHnn HeobXx0AnMMOro XN3HEHHO BaXHOro 060pyAoBaHNs, pacxod—
HbIX MaTepranos, MrueHNYecknx CPeACcTB U CNeLmanM3npoBaHHOro niTaHus. MNomoLLb okasbisBaeT—
CA 3a CYET UMYLLIECTBA, KaK NproBpeTeHHOro Ha MOXePTBOBaHWS, Tak 1 NepefaHHoro 6naroTsopu—-

Tenamu B hoHg PRO-bono.

Pernossoi

AnTaiickunia kpan
Amypckan obnacTb
AcTtpaxaHckas obnacTb
Bbenropopckas obnactb
BpsHckasn obnacTtb
Brnagummpckas obnactb
Bonrorpapckas obnactb
Bonoropckas obnactb
BopoHexckas obnactb
WpkyTckas obnactb
Kanyxckas obnactb
Kemeposckas obnactb
Kunposckas obnactb
KpacHopapckun kpai

KpacHosapckuin kpan
Kypckas obnacte
Jlvneukas obnacTtb
Mocksa

Hwxeropoackas obnacte
Hosocubnpckasn obnacts
Omckas obnacTb
OpeHbyprckas 06nactb
Opnosckas obnacTtb
Pecnybnvka BalukopToctaH
Pecnybnuka Kpbim
Pecnybnuka Kapenua
Pecnybnvka TatapcTtaH
PocToBsckas obnacTb

MepenaHHoe o6opynoBaHne

MepuumHckoe
obopynoBaHue

1 300 TbIC. pY6.

OpTonegnyeckune
nprcnocobneHns

600 TbIC. PY6.

PacxogHble
MaTepuansi

700 TbIC. PY6

TexHun4eckme
cpeacTsa
peabunurauum

270 TbIC. pY6.
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CankT-eTepbypr
CapaTtoBckas obnactb
Tambosckasn obnacTb
Tsepckan obnacTb
Tynbckas obnactb
TtomeHckan obnacTb
YomypTtckas pecnybnvka
YnbaHoBCckasa 0bnacTb
XabapoBsckuit kpan
XaHTbl-MaHcuinckuin AO
YenabuHckan obnacTb
YysaLuckas pecnybnuvka
flpocnasckas 0bnactb

Mmruennyeckue
cpepcTsa

70 TbIC. pY6.

INocTaBka

40 TbIC. PY6.

«1 ceHTsabps 2017 roga BaHs ctan 3agbixatbcs v 0ka3asncs B peaHUMaLMOHHOM OTAENeHU
605bHULbI NO[KIKYEHHBIM K annapaty VIBS1. Maro Toro, 4To 601e3Hb 0THUMara Yy CbIHOYKa
3/10pOBbe, OHa Pasrnyyuna ero ¢ CeMbeV, BbipBarna 13 rMpuBbIYHON O6ALLEN JoMaLLHe! 06CTaHOBKY,
3acTaBuia XuTb B YETbIPeX B6esbiX CTeHax 60bHULbI.

ﬂepe,q cembew BcTana HoBas Lierib; BO YTO bbl TO HY CTano 385p8Tb BaHro n3 peaHnmaymin Aomoun.
MbI noHUManm, 4To peﬁeHoK HOIDKeH XWTb B CeMbe CO CBOVMUW POAHLIMUY, CMNaTb B cBoen KpoBaTtke c
TIIO6UMbBIMUN nrpyLKamu, CMOTPETb, KaK BOKPYI MNpbIraeT KoLUKa, M HUKaK nHa4ve.

Bpauu noppepxviBanv HAC B 3TOM CTPEMIIEHWM, HO MOMOYb HUYEM HE MOITIW, TaK KaK MoKyrnka
Bcevi annapaTtypbl v cogepxaHve pebeHka goma Ha annaparte VIBI1 cTosaT o4eHb goporo.
CamocTosaTesnbHO 0CUATb NOKYMNKY 060pynoBaHUs U BCEX PACXOAHLIX MaTepuarnos, KOTopble
PEBEHKY HyXHbl MOCTOSIHHO, Mbl BbIIN HE B CUNaX.

W torpa mbl ob6patvice B choHz «Cemby CMAY, KoTopbivi Bbin roTOB 0Ka3aTk HAM MaTepUanbHyIo,
VIHGhOPMALMOHHYIO, NCUXOIOrM4eCcKyHo NOMOLLb. Hac He ocTaBunv B TaKowvi TPYAHOM CUTyaumm,
romor cobpatb CpeacTBa, B ePBY0 04epenb, 4 Toro, 4Tobbl BaHeuka cMor BepHyTbCA JOMOW.

Cnacnbo Bcem [o6pbIM NOASIM, KOTOPbIE CMOITIN OCYLLECTBUTL 3aBETHYIO MEYTY HaLLE CEMbU.
Bans goma! 370 Takoe c4acTee! Kak BTopoe poxgeHve.

HaLu nana Tak n cka3arn: « Takoe 4yBCTBO, TaKas pafoCTb, Kak 6y,qTo Bac n3 pogagoma 385Mpa.‘0.’))

BaHs pacuBeTaeT npsiMo Ha rriasax, cTan akTUBHee, BECEree, XOPOLLIO eCT, BCE BPeMS YibI6aeTCH.
OH 060xaeT CBOK CTapLLUyH CECTPEHKY, KOTOPAsi C HUM MHOIO UrpaeT, YATaeT emy KHVXKKU. Kaxabiv
[EHb K HEMY MPUXOAAT B rocTv 6abyLLKY, AERYLLKY, TETU.

Bce ero o6HvMarOT, 4enyroT, NpoCcTo TUCKAKT 1 pasBrekatoT. BaHeuka KynaeTcs B cemenHow rmobBu
u 3aboTe.

W oH cuactimB!

Cnacvbo Bcem JobpbIM NOAsIM 3a TO, YTO N0[apyav HaM TaKoe CHACTbe — XM3Hb HALLIEro CbIHOYKa
lomMa, B Kpyry ceMbuy.

Mama BaHun M.
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MpoexT Apantauus

KoopauHatop npoekra:

Enena KapnyxuHa
family@f-sma.ru

Y1o mbl genaem?

WHchopmupoBaHue
cemem

Lncppel

71 cembe
0Ka3bIBanochb
KOMMMeKcHoe
COMPOBOX/EHVE.

990
NHHOPMALMOHHBIX
3anpocoB MNOCTYNUIO
B hoHA OT cemei

—

648 TuiC.

pybnen

[Ncuxonormnveckume
KOHCYNbTaLMK

35 cemen obpatunmce
B thoHf cpasy nocne
NOCTaHOBKM AMarHo3a u
MOMy4uUnv NMoMoLLIb

830 yenosek coctonT
y4aCcTHMKaMW rpynnsl
nogaep>xky choHda ans
CemMen B coumanbHbIX
CeTsx

Pecypchbi:

30
BOJIOHTEPOB

BEa

["pynnbl nopaepXxku
B COLICETSX U O4YHbIE
BCTPE4u cemen

[Mcuxonormnyeckas

pabota Benacs ¢ 41
CemMbsden.

MposepeHo 278
MCUXO0SIOrMYECKUX
KOHCYNbTaLun.

9 koopavHaTOpOB
BOJIOHTEPOB NOMOrany
cembam co CMA

B pervoHe CBOEro
NPOX1BaHUS

ApanTtaums

«BecTb 0 6onesHun onsa Hac Hbina kak rpom cpeaun AcCHoro Hebay, — Tak rOBOPAT MHOrne poantenn
[eTen, KOTOopble TOSIbKO Y3HanM o gMarHose. OHn pacTepaAHbl, HA4ero He 3HakoT O 3abonesaHuu,

HE MOryT OLEeHUTb COCTOAHNE 60bHOro, He NMEeT HeobxoaMMOro 060py,ElOBaHI/IF|, He 3HAaloT, 4T0
nenaTb C peﬁBHKOM. MHorum cembam TPYOHO NPUHATL AnarHos, 1, He nony4ms KBaJ'II/ICbI/ILI,I/IpOBaHHOI?I
CBOEBPEMEHHOW NnoaaepXxu, oHn BCE BonblLLe 3aMblkakoTes B cebe 1 B CBOUX npoﬁnemax.

O4eHb BaXXHO B 3TOT MOMEHT UX noppoepXxartb, 0aTb HeOﬁXO,U,I/IMyIO VIH(bOpMaLI,I/IPO, noaroToBuUTb
poauTenemn K Xn3Hun c peﬁBHKOM co CMA. 3to nomoraet MWHMU3NPOBaTh PUCKN BTOPUHHbIX
OCNOXHEHW N3—3a OLLMBOK B yxopne nnn 6e3pencTBus, a B caMblIX TAXESbIX cny4aax npenoTspaTnuTb
CepbesHble yXyALLeHWA, 4acTo 3aKaH4YMBaoLMeca peaHnmMmaumnen.

Hawum B3pocnble 60sbHbIE MNK NAaUMEHTbI C OMNbITOMY, KaK Mbl npegno4nTaem nx Ha3blBaTb, 3a rogbl
>XM3HW C AMarHo30M 4acTo HAcTOo/MbKO pa3o4apoBaHbl OTCYTCTBMEM Ka4eCTBEHHOW MeanLHCKon
NOMOLLIM 1 CONPOBOXAEHUSA, 4TO CKENTUYECKN HACTPOEHbI MO OTHOLLEHWO K BO3SMOXXHOCTHU 4T0-nnbo
M3MEHUTb B CBOEN XU3HW. C 3TUM HY>XHO paﬁOTaTb, NOTOMY 4TO 3a rogbl BCE MOMEHSANOCH U HY>XXHO
CHOBa NoBepuThb B TO, 4TO €CTb HEpPaBHOAYLLIHbIE NOAW, KOTOPbIE MOMOryYT 1 MOACKaXYT, Ha 4TO
OﬁpaTI/ITb BHMUMaHue.

[Haxe Hay4msLUMCb yx0ay 3@ 60MbHbLIM, CEMbU MOMYT BbIMACTb U3 aKTUBHOM COLMAanbHOM XUSHN.
3amkHyTbCA B cebe, B cBoux npobnemax. MHorve 3HakoMble 1 Apy3bs NepecTatoT o6LLaTsbes,
NOCKOMbKY HE 3HAIOT, Kak Ceba BECTU 1N UX MYraeT, 4TOo C HUMM MOXXET MOBTOPUTLCA TO XXe camoe.
WHTennekT y 6onbHbix co CMA He HapyLLeH, HO M3—-3a HEBO3MOXHOCTW MOMHOLIEHHO 1 aKTUBHO
B3aMMOJeICTBOBATb C OKPY>XEHMEM OHM 4ACTO HEe MOryT peann3oBaTh CBOW NOTeHUMan, HyBCTBYIOT
cebs HEHYXXHbIMU 1 6POLLIEHHBIMU.

YT106bI NOMOYb CEMBAM aganTupoBaTbCA, NPOAOXaTb XNTb NMONHOLEHHOM XN3HbHO, Mbl MPOBOANM
TeJ'quJOHHbIe KOHCYNbTaLun, OpraHn3yem BCTpeYn CemMen, BEAeM rpynnbl Noaaep XKy B colnanbHbIX
CeTax, Co3anv CeTb CEMEN—KOOPAMHATOPOB B PErnoHax.




MNucdopmaumnoHHbie 3anpochbl

YTO AanbLue genatb. «danbLue» — 3To nocne
TOro, Kak Bpayum ckasanu, 4to y peberka CMA.
O6cy>xaanu, YTo HYXXHO MMETb U YMETb, YTO
XOET fanblue v Kak BbITb K 3TOMY roTOBbIM.

«l korpa oHa Havana 3agbIXaTbCs,
eOVHCTBEHHOE, YTO Hac CMacso 1 N03BONNIO
pfobpaTbea Ao 60nbHULBL, — Bbin MeLLok AmOBy,
KOTOPbIN Mbl KYMWMM 3a HECKOMNbKO AHEN A0

TOro, Kak BCe Nnpou3oLuno.
YT106bI BCE CEMbU 3HANN OTBET Ha 3TN BONpOChI,

HaLLW KOOPAMHATOPbLI KOHCYNbTUPYHOT CEMbMN
co CMA. B 2018 rogy mbl o6paboTtanu 990
3anpocos.. B 4aCTHOCTW, CeEMbW NOAOMNEYHbIX
06p8TI/IJ'II/ICb K Ham no cnegyowmm sonpocam:

370 peanbHble CrioBa OAHON BMOSHE peansHom
ceMbW. OgHaxabl Mbl CUAENN C MaMOoW 1
rnarnow ManeHbKom AeBOYKN N BCMIOMUHAMNN,
Kak ABa rofa Hasag obcyxganu no TenedoHy,

Tema Kon-o

KnuHnyeckune nccnepoBaHus 1 nekapcTBeHHas Tepanus 179

Peectp CMA 133

3anpoc Ha nony4YeHne MaTepuanbHON NOMOLLN 123

3anpoc Ha MeAVLIMHCKYH KOHCYNbTaLmio 104

Heobxogumoe npu CMA meanumHckoe o6opynoBaHve, pacxodHble MaTepuansl 1 98

0COBEHHOCTY NCMOMb30BaHUS

KomnnekcHbI pa3roBop ¢ HOBOANArHOCTMPOBAHHOW CEMbEN 78

06Lme MeanUMHCKME BOMpPOChI 48 -

Ly AL P Mapuw B 3awuTty geren KoopavHaTtopbl B pervoHax

06Lwme KoHcynbTaummM No Nnporpammam dioHAa, rae cembi npocuny 6onee KoH- 39 B Roch K

KPETHO PacCKa3aTh 0 LEnsix, 3apadax, thyHKLMAX, i CTpaTeruax dhoHaa nioHe komnaHiA Roche cosvecTHo ¢ omaHpa (hoHAa — 3TO He TONMbKO LUTaTHbIE
HaLLM hOHAOM YCTPOUNa UHKIHO3VBHbIN coTpyaHukn. PaboTa choHaa — aTo eLle u

Peabunvtaums (8 7. 4. TCP) 1 0C06EHHOCTV 0PTONEAMHECKOT0 COMPOBOXAEHNS 34 npasaHuK «MapLu B 3aLLMTy neTeny B paboTa HalLUX aKTUBMCTOB — KOOPAVHATOPOB.

MuTanve (B ToM Yncrie, ncnonb3osaHie BAL) 33 napke «CokonbHuKny. BmecTe ¢ getbmu KoopauHaTopbl B permoHax — 310 akTBHble
coTpyaHukos Roche Halum pebsita pucosany, poputenu netert co CMA vnu Halum B3pocnble

Bb'_"'V'CKa 13 peaHnmaum, akcTybauns Ha HYIBT. 3anpoc Ha nomoLLk B 3KCTpeH- 28 Y4UNNCb NYCKaTb CNOXHbIE MblIfbHbIE My3bIpK, co CMA, n genatoT 0HM CoBepLLEHHO

HoW cuTyauum. MacTepWnM OTKPbITKM, packpaLumnsanm noTpsicatoLLyto paboTy, NogaepXnBas CeMbA 1

3anpoc Ha NPOBEAEHNE HOYHON NYNLCOKCUMETPUN o7 UrpyLLKW, OTBEYanu Ha BOMPOCh! BUKTOPUHBI, pacnpocTpaHsist HeoBxoanMyto MHhopMaLmio,
nony4anu np1abl v, rMaBHOe, y4acTBOBaNu B npvxoas Ha BbIPy4Ky B nto6or cutyaummn. 3to

AvarxocTyika CMA (SM, reHeTi4eckas, B TOM H1Cre NpeHaTanbHas) 24 LLIOY TANaHToB, Nenu 1 Y1Tanm cTuxu. A eLie HaCcTOoALLas B3aMMOMNOMOLLb. /IMeHHO Tak,

3a|'|poc Ha OpPUANYECKYHO MOMOLLb 22 BCEeM, KTO XOTen, HapucoBanu aksarpum, nomoraa apyr gpyry, Mbl MOXem 06bATL BCO

3 20 1 BCEX YroCTUNK No61UMO AETCKON efoNn. Hallly OrPOMHYH0 CTPaHy.

anpoc Ha NeMxornornieckyto noMoLLb B npasaHvike NpUHANA y4acTye He ToNbKOo 82018
Bcero 990 MOCKBWHM, HO V1 KMTENM APYriX ropoaos, Bbinu rOAY KOOPAVHATOPLI NOMOrank

Mcuxonornyeckasn nomoulb

HacTo camocToSATENBHO CNpaBnATbCA N HAxX0—
OUTb pecypc CTaHOBNTCA HEBbIHOCMMO CNOXHO
— B TaKUX CIy4aaXx ncuxonormnyeckad nogoepx-—
Ka oT rlpO(beCCVIOHaJ'Ia MO>XXET NOMO4b BOCMNON—
HUTb CUNbl U HANTU HOBbIE CMbICbI.

(koHcynbTauuin) ¢ AeTbMW.
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Bcero 3a 2018 rog 6bino nposefeHo 278 KoH—
cynbTaumi ncuxonora. V13 Hux: 263 KoHcynbTa—
LMW Anst B3pPOCTIbIX YNeHoB cemert, 15 3aHsaTun

paxe cembu 13 VpkyTcka.

[NoyuacTBoBana B npasgHuke 31 nogoneyHas
cemMbs: Bcero 131 yenosek, U3 HUX 49 neten n
82 B3pocnbix (M3 HUX 3 yenoseka co CMA).

B CaHkT-TeTepbypre v JleHnHrpaackom
obnactn, Knposckown, Kanyxckon, TromeHckow,
Benropopackon n HoBocubupckon o6nacTsx,
AnTarnckom 1 KpacHogapckom Kpae, a Takxe
KoopanHaTop Ansa B3pochbix co CMA.



«9 moHs 20089 ropa y Hac poavnack 4eBOYKa,
ee HasBanm [QuaHa. Korga [QuaHe ncronHunock
3 mecAua, Mbl Ha4anu xoanTe B 6acCeriH, fe—
n1aTk Maccax — Bbi MocTaBieH AUarHo3 «auc—
nnasvsi nesoro Ta3o06eapeHHoOro cycTaBay.

Onopbl B HOXKax He 6bIr1o, CeCTb camMoCTosi—
TesbHO OHa He Morna. [locne Jonrvx XoX[eHun
o Bpa4am Ham rosopunu: «Ball pebeHok 340—
pOB, Yepes napy MecsiLieB MonAeTy, Hac oTrpaB—
na0T Ha ob6cnepoBaHus B CaHkT-IleTepbypr.
[narHos 6bi1 noctasneH B 1 rogu 1 mecsu:
CMNMHabHO MbiLLIe4YHas aTpoghms 2 Tuna.

Y10 ¢ Hamum Bbin1o — He rnepepaTs CroBaMu.
Hwkorpa He 3abyny cnoBa Bpada—npocgeccopa,
rpoBoavBLLero o6ecnegoBaHue: «OTaanTe B
VHTEPHAT — Bbl MOOAbIE, ELLe POAUTE, @ 3TOT
pebeHoK v 0 AOLLKObHOo BO3PacTa He 40—
KUBETY.

Bbino o4eHb cTpaluHo. Novckn nHghopmaumm
B IHTEPHETE roBOPWIV TONbKO O CTPALUHOM —
rnepecTany YnTaTb.

HaLum Bpa4un o HaLuem 3aboneBaHU TONbLKO
CrbILLany, @ YT0 Aenatb 1 Kak 11e4nThb, YTobbI
peﬁEHKy He HaBpenuTb, 40 CUX NopP He 3HAKT.

Hayanu xoqutb B Sicim, 1 — COMPOBOXAEHME.

38a rog [QnaHa 3 pa3a 6onena 06CTpyKTUBHBIM
6poHxuTOM. PeLunnm nsonvposats. YBeanu
pebeHka B epeBHHo, PSAOM C COCHOBLIM JIECOM.
[vaHouke ctano ny4iue. BvecTo scnev ctanu
e3auTk B passuBariku. Korga AuaHe vicnon—
Huock 3 roga, Havyan 3aHUMaTbCs BOKAIOM.
[MocTosiHHbIe TTDK, maccaxw, yKonbl, npuem Bu—

TaMyHoB, 6acceviH, unnotepanvs. [JuaHa Tak n
He MOXeT CToATb. CuauT caMoCTOATESNIbHO, eC/N
rnocaguTs. Pyku ocnabnu, Ho 3T0 He MELLIaeT et
KpacuBo prucoBaThb.

B HaLuem ropoge goctynHas cpega npaktuye—
CKV OTCYTCTBYET: B aBTO6YC He cecTb (y3kue
[BEpU 1 Hanu4ue CTyrneHek); B MaraavHax JaLle
BCero 0TCYTCTBYeT naHAyc, [Bopory v TpoTyapb!
¢ AAMamu; 4106kl LOMOW 0MacTb, MPUXOANTLCS
rpeofoneTb HECKObLKO CTYMeHew.

B HaLue Bpewmsi BcE 6osbLue CTarno rnosiBisTb—
¢ MHhopmaumm o HaLlem 3ab6oneBaHuu, Ho,

K COXarneHuto, oMok roKa HUKTO HE MOXET.
HecmoTtpsi Hu Ha yuTo, HaLlua [o4b [yaHa o4eHb
06LyMTErNbHAsA M XNM3HEPaAOCTHAas, OHa C fer—
KOCTbIO HaXo[uT 0BLUMI A3bIK KaK C AETbMU, TaK
1 co B3pocribiMy. B npoLunom rogy oHa noLuna
B epBbIvi KNnacc rumHasum «Hosockyny, y Hee
04eHb MHOr0 ApY3eV 1 yYXXe eCTb MOKIIOHHWK. B
LLIKOSIE OH& 4acTo NPOCUT OCTaBUTL ee 0gHY, exl
TakK fy4Lue — oHa 0bLyaeTcs co BCemMu Ha paB—
HbIX 11 C Hevi Toxe. OHa npogonxaeT 3aHUMaTb—
€S BOK&sIoM v flaxe y4nTCA urpatb Ha (hopTe—
MMaHo, XOAUT Ha TaHLbl Ha KOJTSICKax B TeaTp
«>KecT», 3aHumaeTcs B Kpyxke «Muo3ukny.

[vaHa me4TaeT cHUMaTL CcBOV BUAEOPOINKN

1 BbICTaB/IAITb B MIHTEPHETE (ECTb yXe MHOro
vgevi). V1 ecrin evt 3agatot Boripoc: «[Tovemy Tbl
He XoauLLb ?», — OHa OTBEYAET, YTO N0Ka He MO—
XKET, TaK KaK criabble MbiLLLbl, 8 HEKOTOPbIM: Y

MEeHSA CrinHaribHasa Mbille4YHas anOd]Mﬂ 2 Tmnany.

Mawma [QunaHsbi

Yr1o moxert uenosek co CIVIA? Bce!

«[puet! MeHs 30ByT Onsa. MHe 25 net.
poavnack 1 Bblpocna B CUBVPCKOM ropoae
Tomcke. byny4m nogpocTkom, nomorana Ha BO—
JIOHTEPCKUX HAa4Yanax 0bLLeCTBEHHbIM OpraHu—
3aUysIM pervoHa.

lMo3xe YBJ1eKI1achk NnpPoOeKTHbIM MeHe[XMEeHTOM
W OTKpPbINa nepsyrw B Poccumn WHKITIO3VBHYHO
A3bIKOBYHO LLIKOJTY. YueHnkamu LLKOrbI cTa—

Jin getun, Mosnogele Jiogn ¢ MHBanngHOCTbLO U
YCII0BHO 3[0p0BbIe.

YcnoBHo 300poBbie — 3TO Te, KTO HE UMEET
WHBANMUAHOCTU U KaKX—Inbo BUAMMbIX 0COBEH—
HocTten. Mbi noc4mnTan BaXHbIM ro3B80/NTh
PasHbIM y4eHVIKaMm pa3BuBaTLCS BMECTE.

Vinesi cospanuis LKosbl NpyLLINE N3 ITIMHHOO
onbiTa. Kak v Bce getw, noLuna B nepBbivi KNacc
¢ baHTamu Ha rosose v 6osbLLINM BYKETOM
ysetoB. MHe 04eHb HpaBUIOCk Y4UTHCS, S HE
bbliria siy4Luen B Knacce, Ho y MeHsi 6b1iio MHOro
apysen. Ml 04eHb Becero nposoamnv Bpe—
MS1 — urpanu, fenanv BMecTe YpOoKu, XOQWIv B
PasnnNYHbIE KKPYXKUY.

Bort Tonbko getckoe cHacTbe npognmnoch
Heponro. B Hauane BToporo knacca ctano
CrIoXHee NepeaBuraTbCs, B pe3ynbTaTe MeHst
repeBesnv Ha JoMaLuHee 0by4erus. 310 6bio

rnofobHo KoHuy ceeta! O4eHb cky4ana rno ogHo—
K1aCCHVKaM v MeYTana onsiTb MoVt B LUKOITY. A
pebsTa nepegaBanyi MHe 4Yepes y4nTerss nMcbMa
1 04€eHb XAan Moero Bo3BpaLLeHus.

[HoctynHas cpena v agantauyus LWKOIbI 104
ntogen ¢ ocobbiMm NOTPe6HOCTAMY MOrTv Bkl C
JIEerKOCThI0 PELLNTb 3TOT BOrpoc. K coxaneHuio,
B HalLLev CTpaHe roka 3T1o He pa3suTo. [locrne
OKOHY8HWIS1 LLIKOJTbl M MOCTYMNEHVS B YHUBEP—
cUTET S peLUna Ha4aTb U3yHaTb MHOCTPaHHbLI
A3bIK. Ho [ocTynHov Ansa YenosBeka Ha nHBang—
HOVI KONAACKE 513bIKOBOW LLIKOSIbI B HALLEM ropoge
He HaLLoCh.

Torpa v BO3HWKNa ges co3aate ee camow, no—

3B0MMB AETAM Y MOJIOAbIM JIIOAAM, HE38BUCUMO
OT COCTOAAHUSA 3[0P0BbA, HE TObKO M3y4aTk aH—
TTIMACKWM, HO 1 MNOYYBCTBOBATL BKYC LLIKOSIbLHON

XKWU3HW, HaUTV BpY3en U PacKpbITb Cebs.

CuuTaro, 410 COBEepLLEeHHO HeBa>kHOo, XognLUb

Tbl cam vnv nepegBuraeLllbcs Ha nHBanug—

HOWV KOMACKe, HACKOJ/1bKO XOPOLLIO Tbl BUAWLLIb
Winn CNbIWVLLb, ropas3fo Ba>Hee 1o, 4T0 Tbl
Aymaellb, 4yBCTBYelLlUb 1 fenaellb, — MMeHHO 13
3TOro CKNagbIBaeTcs Halla XXU3Hb).

Onsa KupsikoBa n3 Tomcka



®duHaHcoOBbIN OTUET

NOCTYNJNEHUA
YacTHble NoXepTBoBaHNA

KOpI‘IOpaTI/IBHbIe noxepTeoBaHNA

nO)KepTBOBaHI/IFl OT ApYrx HEKOMMEPYECKUX OpraHmn3aLumn

ﬂeﬂTeJ‘leOCTb, NpUHOCALLIaA fooxon

Wroro nocrynneHus:

PACXO/Abl

[MpoexT «Oby4eHne n passuTre»

[MpoexT «/HthopmaumoHHO-13aaTeNnbCKUNY
MpoekT «CTpaTernyeckue NHMLMAaTUBbI)

MpoekT «KnuHnka CMA»

[MpoekT «AppecHas noMoLLb AeTAM 1 B3pochbiv co CMAY

[NpoekT «ApganTtauunsy
AOMUHUCTPATMBHbIE Pacxofbl

Wroro pacxoabl:

CymMa
553013

%
4%

5511632 44%

975000
12 439 645

CymMa

5400000 43%

8%

%

2939720 36%

990453 1

2%

835584 10%

648 000

648 046
589 560
8 274 634

8%

1623271 20%

8%
8%

CymMMma ueneBbIx cpeAcTs v noxepTBoBaHuia, nocTynueLumnx B 2018 rogy, coctasuna 12 439 645

py6new, npy 3aToM 6bIno ncnonb3osaHo 8 274 634 py6nen, B TOM Y1CHE Ha aAMUHUCTPATUBHO—

ynpasneH4eckve pacxofbl — 588 Tbic. pybnew (7% oT ncnonb3oBaHHLIX CPEACTB), HA peannaavunto
BnaroTBopuTENbLHBIX NPOrpamMm — 7 685 Teic. py6nen.

CMMW (no andrasuty):

reHTCTBO couuansHom OBad raseTa

nHhopmaumm
thop akve gena
oXpab .
octorpiter.ru
unocepove
P enta.ru
ocbnaro.py

emedium.ru
usfond.ru

pbdeti.org

WucpopmaumonHbie nosoab! (no andasuty):

Il KoHdpepeHumns CMA

HocTyn K HE3aperncTpMpoBaHHbLIM
NeKapcTBEHHLIM NpenapaTam

O6y4atoLme Brgeonocobus «B nomoLb
poauTensamy

OTKpbITVE LUEHTPOB KIIMHUYECKMX UCTIbITAHWA B
Poccum

O pepgkunx NauneHTax 1 nekapcTBEHHOM
obecneveHnn

MoceLleHna poacTBEHHMKaMM NaLMEHTOB B
peaHumaumm

Mpecc-koHdepeHUMsa No pegkum
3abonesaHnsam

Pervctpauus nepsoro nekapcTtea oT CMA
«LLIkona CMA» B TtomeHn
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Kak noMmoub

Oenamn

CraHbTe Hawwum BonoHTépom! Mol perynap-—
HO OpraHV30BbLIBAEM MEepONpUsATUs, CO3[aeM
MHDOPMaLVMOHHbIE MaTepuarbl, U3AAEM KHUMM,
OTMPaBnsieM MofoneYHbIM Mockbinky... deno ans
XOpOLLEro Yenoseka Bcerpa Hanpetcs. V1, moxeT
BbITb, HAM OYEHb HE XBATaeT MMEHHO BaLLEro
TanaHTa?

PRO-bono

Ecnu Bbl X0TUTE NOAENUTLCA CBOVMW YHMKaNb—
HbIMW 3HAHVAMW 1 YMEHVAMM, NPOAYKLMER 1im
ycnyramu — mbl 6yaem o4veHb pagbl!

KopnopatusHo

Haww 6naroTBopuTeEnbHBLIM hOHA 3aVHTEPECOBAH
B AONTOCPOYHbBIX U MPOYHbBIX B3aVMOOTHOLLEHWSX
C KOMMaHUAMU, KOTOpbIE FOTOBLI MaTepuanbHO
nopaepXxatb IOHL, yHacTBOBATb B HALLMUX aKLW—
X, MEpONpUATUSX, KOH(epeHUmsx. Ham BaxHo
NMopaepXvBaTh YBEPEHHOCTb B HAC HE TOMbKO
HaLLIMX MOAOMEYHBIX, HO 1 HALLUX NMapTHEPOB.

HdeHbramm

Kaxpnoe noxepTBoBaHWe MpuBNMXaeT Hac K
MOKYMNKe XW3HEeHHO BaXHOro o6opynoBaHvs ans
noaoneyHbIX hoHaa U peanusaumm Halmx Npo-—
ektoB. Mbl Bygem 6narogapHbl Bam 3a nobyto
CyMMy.

Bbl MoxeTe ochopmuTb pa3oBoe mMnn perynap-
HOe MOXXepTBOBAHWE Ha CreLmnanbHon cTpaHuLe
thonga www.f-sma.ru vnn otnpasme CMC Ha
KopoTkuit Homep 3443 co cnosom CMA 1 1epes
npo6en ykasaTb CyMMy NOXepTBOBaHWSA Lndpa—
mu, Hanpuvep, CMA 300.

®
‘¥ an

HALLUN PEKBU3WNTbI
AN BESHAJINYHOro

NEPEBOAA:

BnaroteBoputensHbii doHA NomMoLm 6onbHbIM
CMMHanbLHOM MbILLEYHON aTpodimen 1 apyruMmn
HEePBHO—MbILLEYHLIMUA 3abonesaHvaMn
«Cembn CMA»

WMHH/KNN 7724342840,/772401001
OPIrH 1157700018816
OKMNO 51247736

OKB3[ 65.23

IOp. appec: 115408, Mocksa, yn.
Bopucosckue npyael, A. 48 kopn. 2 kB. 211

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

P/c 40703810438000003433
BAHK NMAO CBEPBAHK

K/c 30101810400000000225
BUK 044525225

Moxxanyiicta, genaa 6e3HannYyHbIA
nepeBoA, yKaXxute cieayiowyio
uHpopmaymio:

KoHTaKTbl xepTeoaTens (PO, e-mail,
Mo4TOBbLIN agpec unu Tenedon);

HazHnaveHnne nnarexa: ﬁﬂaFOTBOPVITeJ'IbHOE
Nno>XepTBoBaHME Ha yCTaBHbIe Lenn (nnn
Ha OI'IpeLI.eJ'IeHHbIVI NPOEKT, ecnu Bbl xoTuTe

rnopep>kaTb KakoM—TO KOHKPETHbIA NpoekT).
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CeMmbu CMA

BnarotBoputenbHbir $oHAL MOMOLLM 60/bHBIM CMUHAMBHOM
MbILEYHOM aTpodPUnen N pPyrmmMmm HEPBHO-MbILLIEYHBIMU
3aboneBaHNaIMU

+7 (495) 544 49 89
info@f-sma.ru
www.f-sma.ru

project.f-sma.ru

NMomMoub npsiMO cenvac:

CMC Ha HoMmep 3443:
CMA (npo6en)
cyMMa B pybnax (umdppamm)



