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Hoporve gpy3b4,

Ot cBoero nmeHu n Bcen komaHapl hoHaa «Cembn CMAY xo4y nobnarogapute Bac 3a NOAOEPXKKY AeATenb—
HOCTW HaLlero monogdoro dpoHaa. Xo4eTcs MHOMo pa3 NoBTOPWUTL CIIOBO «cnacmuboy KaXgomy, KTo nomMoran Ham B
aTtom rogy. Bcem niogsam, koTopble XXepTBOBanu AeHbIMM UV MMYLLIECTBO, BCEM OpraHM3aumsaM, KOTopble COTpya—
HU4any c HaM1 1 NoOMorany HamMm MaTepuanbHO UK Yepes peann3aLnio COBMECTHbIX MPOEKTOB, HALLWM NoTpsaca-—
LM MEeOMLIMHCKMM CreLmanmMcTam, KoTopble BOBPEMSA OTKIIMKANMCh Ha HaLLM NPOCkObI M MOMorany ¢ cambIMim
TAXKENbIMUW CyYasiMy HaLLMX MoAoMNeYHbIX, BONOHTEPaM, KOTOPbIE MOMOrany/ Ham Ha MEPOMNPUATUAX U C eXeAHEB—
HOW PYTMHOW, HALLMM CEMbSIM, KOTOPbIE MOTUBMPOBAaNW 1 BOOXHOBASNW HAC KaXApbI AeHb.

B 3Tom oT4eTe Mbl NOCTapanucb 0TPa3nTb OCHOBHbIE AOCTUXEHWSA paboTbl hoHAa B NpoLLedLLemM rogy U MHe
04€Hb X0YETCS N0AYEPKHYTh, YTO 6e3 BaLLen NOCTOSAHHO NOJAEPXKN — BCE 3TO HE Cy41nock 6bl M 0CTanock ToMnb—
Ko Me4dTamun. Meytamm 0 TOM, YTO KOFAa—To XWU3Hb C AMArHO30M «crnvHanbHas MbledHasn atpodmsy (CMA) B
HalLeln CTpaHe CMOXET CTaTb HEMHOMO MPOLLIE, CMOXET CTaTb HopManbHoW. [ns Toro, 4Tobbl 3TO cTano peanb-—
HOCTbH — HY>XXHO BCe eLLe 04eHb MHOoroe. Ho s ¢ pagocTbio MOy ckasaTb, YTO MepBbIe LWarn — y>ke caenaHbl. Yxe
cenyac, NpsiMO Ha HaLLMX rnasax NPOUCXOOAT U3MEHEHUS: Mbl BUAMM, KaK MEHSAETCS K fyYLLeMy XM3Hb HaLumx
LEeTen 1 HaLMX B3POCHbIX, HaLLmx «cement CMAY.

1 ICKpEHHE BEPIO B TO, YTO TAKOE HYXXHOE AENO, Kak pasBuTie NOMOLLM GOMbHBIM CMMHAMNBHOM MbILLEYHON
aTpochren (CMA) B Poccun — kacaeTtcs kaxgoro ns Hac. OCHOBOWM pasBuTUA HaLMOHaNbHOM CUCTEMbI MOMOLLN
LEeTSM 1 B3pocnbiM, 6onbHeIM CMA — 3dhthekTMBHONM, KAYECTBEHHOW, JOCTYMHOW As KaXA0ro NauMeHTa n oTBe—
YatoLLEe Ero HyXXgam, — SBnseTcs 06LLecTBo, HE6E3PasNMYHOE K HY>XXAaMm 1 NpobrnemMam cBoux YneHoB. A obLue—
CTBO — 3TO He aBCTPaKTHOE NOHATME, 06LLECTBO — 3TO Bbl, 3TO f, 3TO HALL COCES, NMONYTYMK B METPO UM KOMMera
no pabote. KaxxapIn 13 Hac.

Haw choHp cospasanca poautenamu geten, 6onbHbix CMA He Tonbko ans Toro, 4Tobbl 0Ka3biBaTb MPAMYHO,
aJpECHYH MOMOLLb, HO 1 KaK OpraHn3aumns, OeATeNbHOCTL KOTOPOW HanpaBsreHa Ha CUCTEMHbIE U3MeHeHWs. Ml
BUOWM, K&K BO MHOMVX CTPaHax M1pa 13 OeaTenbHOCTU NaUMeHTCKMX (OOHA0B W OpraHn3aumi NoLuiv CBOW POCTKM,
CTaBLUME MPUHMHON KONOCCanbHbIX UBMEHEHWI B YPOBHE W KAYECTBE 0KasaHusa nomoly. Mkl 04eHb Hageemcs,
YTO HaLlla AeATeNIbHOCTb TakXXe NPUHECET Takune Nnodbl 1 CUcTeMa NoMoLLM AeTsam 1 B3pocsbim co CMA B Poccun
ByneT Ha ypoBHE 06LLEMMPOBLIX CTAHAAPTOB. TO, HTO HaM YXXe yOanoch CAenaTh, — BCENsSeT Hagexay Ha To, 4TO Mbl
OBUraemMcs B MpaBUIIbHOM HarnpaBneHum.

Npolegwmn rog cTan No HaCTOSLLEMY 3HAKOBbIM — B CAMOM KOHLIE Fofa npuLLna HOBOCTb, KOTOpasi Mo—
XET N3MeHWTb cyabby BCex NOAEN C ANarHo30M ClHanbHas MbllLeYHast aTpodins: 3aBePLUNNNCH KITMHUYECKUE
NCCneaoBaHUs U Ha4anncb NPOoLEeaypbl PErMcTpaumm NepBoro B MMpe NekapcTBa Ans NogaepXXaHus CoCToAHNS
peten n B3pocnbix co CMA, coctosnack nepeas B Poccun KoHdgiepeHumst No Bonpocam NoMoLLy naumeHTam co
CMA, Bce 6onbLue cemen 0bbeanHUnMch nof arupon hoHaa ans 6opebbl ¢ 3aboneBaHeM 1 CMOMY NOYHUTb
nogaepxky B aTon 6opube.

1 xoTena 6bl eLle pa3 NCKpeHHe I'IOﬁJ'IBFOﬂapI/ITb Bac OT MMeHW KoOMaH[fAbl (bOHﬂa 1 BCex Halumx cemeln. Beex
Bac, — TEX, KTO CHUTAET BaXXHbIM M HY>XXHbIM MOJAEPXVBATb 1 COOENCTBOBATb PA3BUTUIO CUCTEMbI MOMOLLM AETAM
M B3POCSbIM CO CMHaNbHOW MbiLLEYHON anOE*)I/IEIZ n apyrmuMmmn HepBHO—MbILLIEYHbIMW 3abonesaHuaMMN.

Bnarogaps Balue Nogaep>XKe HaLLn cemMby 0Bpenn LWaHC BbINTY NobeauTenammn 13 Taxenorn 6opebel ¢ 60—
Nes3Hblo, CMOrn YBEPEHHEE CMOTPETL B 3aBTPALLHUA AeHb!
Onbra 'epmaHeHko

YypeaunTens 6narotsoputensHoro doHaa «Cemen CMAY
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NHdopmauun 06 opraHnzaunn

BnarotBoputeneHbin hoHA «Cembn CMAY nomoraeTt getsm u
B3POCSbIM CO CNHAaMNbHOM MblLLeYHOoM aTpodinent 1 gpyrumm
HEepPBHO—MbILLEYHbIMW 3800N1EBAHNAMN U UX CEMbSAM.

doHpa paboTaeT no Bcen TeppuTopun Poccuw.

PaboTta B (hoHae BepeTcsa nNo AByM HanpasneHus: okasaHue
MOMOLLM HenocpeacTBeHHoO camum 6omnbHbiM CMA 1 nx
Bnm3kmm 1 pabota Ha CUCTEMHbIE N3MEHEHUA C CUTyaLMeENn
oKaszaHua MNoMOLLUM U MOAAEPXKM CEeMbsM, B KOTOPbIX
BocnuTbIBatoTCs et co CMA v B3pocnbIM nauyveHTam.

Hawa mmuccunn

CopenctBve pasBUTUIO  HauWoHanbHoOW  3diheKTUBHOM
KOMMMEKCHON CUCTEMbl MOMOLLM M MOOAEPXKN MauneHToB
CO CMVHAanNbHOM MblLLIEYHOM aTpodmen 1N OpyruMm HEPBHO—
MbILLEYHbIMY 3800neBaHNAMN.

anOpMTETHBSI 3aAad4a
[ocTynHOCTb 1 CBOEBPEMEHHOCTb MOMOLLM KaX [0 CeMbe.

Co3aaH 8 HON6pe 2015 roaa

YypeauntTeno
"'epmaHeHko Onbra HOpbeBHa

NpasneHue

Bbiclwimm  konnervaneHbIM - OpraHom  yrpaeneHvs  hoHAa
asnsietca [paBneHuve:

'epmaHenko Onbra KOpbesBHa
MoHwnasa JI'lngnsa ViropesHa
AnekcaHuHa HOnuna BanepbesHa

CMA - Bcero AMwb bonesHb.
Hus3HbL 6onbLWIE Hem CMA!

KAro4desbie AocTwyxeHuns 3a 2016 roa

B pamkax npoekTta «KnuHnka CMA»
BbiN  OpraHM3oBaHHbI W MpoBedeHbl 12
BCTped 1 12 obyvaroumx Nekumn Ha TeMb,
kacatomecas CMA 1 Bcex CTOPOH XWU3HW C
aTum 3abonesBaHnem. Ob6Lluee KonNMYecTso
KoHcynbTauun cneymnanuctos — 413. Beero
cneynanuctamm  6bIN0  MPOKOHCYNLTUPO—
BaHo 106 6onbHbIX. 13 HMX 32 6onbHbIX 13
Mocksebl, 69 6onbHbIX N3 pernmoHoB Poccun,
9 na ctpaH CHI.

I TllpoBepeHa nepBas KoHgepeHuus
Mo BOMpocamM nomMoLUn 60MbHbIM ChnHanNb—
HOM Mblwe4vHon atpodimen «KoHdepeHuns
CMAy, cTaBlwaa cambiM MacLUTabHbIM B
Poccun  meponpusiTuem,  MOCBSILLEHHbBIM
aTomy 3abonesaHuio. B KoHepeHuun
npuHANM y4actve okono 250 4venosek. B
pamMKax KOHgepeHuMn MNpoxXoaunu nekumm
N KpYrmble CTOMbl N0 PasfnuyHbIM acrnekTam
CMA, a Takxe bbina nposegeHa LiKona Mo
anbTepHaTUBHOM N ayrMeHTaTUBHOM KOMMY—
HUKaUUN C OeTbMW C HEPBHO—MBbILLEYHBIMMN
3abonesBaHnAMM.

M [llpm akmwmBHOM y4actum choHda
pa3paboTaHbl «MeTogmyeckme pekomeHga—
LM NO ANUTENBHON MHBA3VBHOM BEHTUNALMM
B OOMaLLHMX ycnoBusix (OeTn 1 B3pochbie)y.
[okymeHT paccmaTpvBaeT BCeE acnekThbl
MCKYCCTBEHHON BEHTUNAUMM MErkmMx Ha
OOMY, BKMNO4YaaA MeauUMHCKME, TexHUYe-—
CKMEe 1 opraHuM3aumoHHble. PekomeHgaumm
MOryT 0Ka3aTbCs MonesHbIMU Npu opMm—
poBaHWM  HOpmaTMBHO-NMpaBoBon  6a3bl
anutensHon VIBJ1 Ha pomy, a Takxe B paboTte
Bpayer pasHbix CNeunansHOCTEN 1 OpraHn—
3aTOpOB 3ApaBO0XpaHeHus, paboTakLmx
C Takumm nauveHTamn.  MeTtognyeckne
pekoMeHgaumm nepegaHsl B MUHUCTEPCTBO
3npaBooxpaHeHnsa PD.

i OpraHnsoBaHa v npoBegeHa akums
no o6MeHy HOBOrogHMMUM NnogapkamMm Mexgy
cembaAMM «TarHbIin gen mopo3y». B akumm
npuHAnu y4acTtne 90 4enoBek U3 S CTpaH.

' CospaHa ceTb KOOpAMHATOpPOB B
pernoHax. KoopamHaTopbl NoMorakT Hanbo—-
nee 3dhekTMBHO BbICTpaMBaTb CUCTEMY
MOMOLLUM N COMPOBOXAEHUA CEMEWN, CTON-
kKHyBLmxca co CMA. Bce koopguHaTtopsbl
XOPOLLO 3HaKOMbl C npobnemamun 1 Cnox-—
HOCTAMMW, C KOTOPbIMU CTaNK1MBaKTCA CEMbMU,
3HalT 006 ocobeHHOCTAXx 3aboneBaHUa U
yxoga. Kak npasuno, Bce KoopauMHaTopbl
camu aBnsoTes Mo pogutensMn pebeHka
co CMA, nmnbo naumentom co CMA. Bonee
100 cemen co CMA npoxwnBatoT B permoHax,
rAe ecTb KOOPAMHATOPbI.

I ®PoHO NpyHAN yyYacTue B MexayHa-—
pogHom akumn «Mecsy ocBegoMIIeHHOCTU
o CMAy. B TeyeHne mecsaua Mbl exXxegHeBHO
pacckasbiBanu 060 BCEM, 4YTO CBA3@HO CO
CMA, Ha [OCTYNHOM W MOHATHOM KaXgomy
A3blke 0bbAcHANM, 410 Xe Takoe CMA,
0OTHYero BO3HWKAET, Kak NpoTeKaeT, 0TBevanu
Ha camble 4acTo 3afjaBaemMble BOMPOChI,
CBA3aHHble C 3aboneBaHveM, OENUNNCb
nctopusamn  geten mn B3pocnbix co CMA.
Akumo noggepxanu 6onee 12 Tbica4 nonb-—
30BaTenen coumanbHbIX CeTEN.

I [logrotoBneHo wn onybnukoBaHo 9
HpoLUOp KacatoWMXCs pPasnuyHbIX acnek-—
TOB CMMHAaNbHOW MbIlleYHON aTpodinn.
Bpowtopbl 6yayT nonesHbl BCEM cheuunm—
ctam, paboTtatowmm ¢ naumeHtamm co CMA,
a Takxe pogutenam geten co CMA n B3poc—
NbIM NOAAM C 3TUM ANArHO30M.

M OpraHnzoBaHo 1 NpoBefeHo 9 mepo-—
NpUATUI ONA CEMEN, Cpean HUX AOCYroBble
MEeponpusaTUs Ona BCEA CEMbM, BCTPEYM
poauTenen, oby4arolime MeponpusaTUs U
OHNanH-BCTpe4n ooHAa.

M OxazaHa maTepuanbHasa nomoLllb 28
ceMbsM. 3aKkyrnfneHo 1 nepepaHo obopyno-
BaHWe Ha cymMy 2605 Tbic. pybnen, [Nony4eHo
PRO-bono 1 nepegaHo MYLLIECTBO Ha CyMMY
okono 900 Tbic. pybnen.



CMA — reHeTM4yeckoe npoOrpeccupyroLlee
HEepBHO—-MbILLIEYHOE 3ab0MeBaHve.

[NpnumHom 3aboneBaHna — myTaumsa B YacTn JHK,
Ha3biBaemor reH SMIN1T.

CMA - nepBasi npuinHa CMEpPTHOCTY AeTein ao 2
ner.

Kaxablh COpOKOBOM XMUTENb HaLlen NnaHeTbl —
300PO0BbIV HOCUTETb.

BonbLwnHcTBo HocuTenen CMA paxe He goragbl—
BalOTCA 06 3aTOM.

BeposTHocTb poxaeHusa pebeHka co CMA y aByx
HocuTenen pasHa 25%.

OpuH 13 10000 HoBOPOXAEHHbLIX MO BCEMY MUPY
poxgaetcsa co CMA

Mo cTaTucTuke, Kaxabi rog B Poccum poxxgaeTcs
300 peten co CMA.

CMA moxeT 3acTtaTb Bac B Nwbon cembe U B
nrbor ToYke nnaHeTbl.

BonbHble CMA TepsaoT cnocobHOCTL yrnpaBnsTh
CBOVIM TeSlIoM, BMOTb 40 NOMHOW HECNOCOBHOCTH
asuratbcsa. A c passutnem 6onesHn — eLLe 1 Bo3—
MO>XHOCTb CAMOCTOATENBHO rMoTaThb U AbILLaTh.

Flpvl 3ToM 3aboneBaHUM MbllULbl HACTOMbKO
ocnabneHbl, YTO He NO3BONAKT CAaMOCTOATESNBHO
X0OuUTb, CMOETb WK YOEPXNMBATbL rOJiIoBY.

Y 6onbHbix co CMA HekoTopble pedinekTopHble
OENCTBUSA, Takne Kak rnotaHue, Kallenb v gbixa—
HWe, 3aTPYOHEHbI, 8 MHOMAa HaCcToMbKO crnabbl, Y4To
Hea(hheKTUBHBI.

rpaMOTHO BbICTPOEHHAA e>XegHeBHad p860T8
CO BTOPUYHbIMW OCINOXHEHUAMWU, MEHEIKMEHT
cekpeunn n pecrnupatopHad nogaep>xka 3Ha—
YUTENbHO YBETNYMBAKOT TMPOAOIIXUTENBbHOCTL U
Ka4eCTBO XXU3HW.

ﬂ,ﬂﬂ nogoep>XxaHna Xun3sHW HyXHa CcrhnednalsibHad
O0pPOrocrtodLlad MmegumnHCcKaad arrnapaTtypa.

CywectByeT 4 Tuna CNWUHaANbHOW MbILLEYHON
atpodoun. Tvnbl CMA ycTaHaBnmBarTCsa KIVHU—
Yecku, B 3aBUCMMOCTM OT COCTOAHNS BONbHOMO U
ero cnocobHocTen.

KpatTkue ¢paKkTbl 0 CNUHaALHOWU MbllleYHo aTpocdhuun

CnuHanbHas MblwevyHas aTtpocuma | Tuna
NPOABMSETCA B BO3pacTe A0 NOMyrofja v xapak-—
Tepu3yeTcss HecnocobHOCTb [epXaTb [OomoBy,
CaMOCTOATENbHO CUOETb U NepeBopavmBaThCS.
[pn ecTecTBEHHOM Te4yeHWY 3aboneBaHns nayn—
eHTbl nornbaroT Ao 2 net. OgHako cBOeBpeMEHHas
pecnupatopHas nogaep>xka (VIBJ1) moxeT yBenn—
YUTb NPOOOIKUTENBHOCTb XM3HWN pebeHka.

CMA Tun Il. lNepBble cumnToMbl 3TOr0 3abone—
BaHWA NPOSABNAKTCA B BO3pacTe OT nonyroga Ao
nonytopa net. Manbiwmn co CMA BTOporo Tuna
MOryT cuaeTb 6e3 NoAAep>XXKN, HEKOTOPbIE — Aaxe
nons3aTb UM CTOSATb, 0AHAKO C MPOrpeccrpoBa-—
HMem 60Ne3HN 3TV HaBbIKV MOCTENEHHO TEPAKITCA.

CMA Tunlll gebroTnpyeTy geTer ctapLue nonytopa
net. 3totr Tn CMA nporpeccupyeT MeasieHHo.
BonbHble C TPETBMM TUNOM MOFYT XOAUTb CaMOo-—
CTOSATENbHO, MOCTEMEHHO Tepsid 3TOT HaBblK U
K MoOpOCTKOBOMY BO3pacTy CaffCb B KOSMACKY.
[Mpn Havbonee MArkOM TeYEHUM CMOCOBHOCTb
CaMOCTOATENIbHO X0AUTb MOXET COXPaHUTbCS A0
B3pOCSOro Bo3pacTa.

CMA tun IV nposBnseTcs BO B3pOCNoM BO3pacTe,
BCTpPe4YaeTCcs KpamHe Pepko M VUMEET MArkoe
TeYeHue.

Hetn co CMA o4eHb pa3sHble. HekoTopble cTta—
HOBATCA B3pPOCMNbIMW, @ HEKOTOpble YMUPAKT B
MnageH4ecTBe

[MNepBble CUMNTOMbI MOTYT NOABUTCSA Y>KE B NEpUoA
HOBOPOXXAEHHOCTW, @ Y KOro—TO TOMbKO B BO3-
pacTte 30 ner.

HekoTtopble nauweHtel co CMA He moryT gaxe
NPVNOQHATL FONOBY, @ APYrMe — COXPaHAT Cro—
COBHOCTb XOAUTb AOCTATOYHO JONTO.

[NepBoe nopgpepxwuBatollee nekapctso ot CMA
6oino 3apeructpuposaHo B CLLIA B pekabpe
2016 ropa.

CTonmocTb nepBoro roga nevYeHnys coctaBngaeT
790 TbiCcAY gonnapos. Becex nocnepgyowmx 375
ThiCAY.



MO$1 AO4b MEHS1 PASAPA)KAET. 3A 3TO 91 EE AIOBAIO.

A mobro cBoo ocobeHHyo [oyky. Jlobnw npocto
rOTOMY, 4TO OHa MOS1 [04b.

A elje g mobrio eé€ 3a TO, 4YTO €€ MOCTYMKU MEHS
pasapaxaror.

Pogutenu «cMainmKoB» MeHST MONMYT...

£ nobnro, korpa Buka gyet MbiribHbIe r1y3bipy, @ OVH
M3 HUX onNagaeT MHe B rnas v wunnet. 310 3HauuT,
4yto oHa MOXKET gyTb MbiribHbIE My3bIpy.

A nobrito, Koraa oHa POHAET (OrIakoH C MblflbHbIMU
ny3bIpsiMM M BCE MporvBaeT. 3T0 3Ha4uT, YTO OHa
MO>KET camocTositenbHo gepxatb (hriakoH B pyKax.

A mobnio, korga Bvka 3ageBaeT pyKkovi MOV 04KU, Y1 OHW
naparoT Ha ron. 3to 3Ha4uuT, 4to oHa MIOXKET aBurats
pyKamu.

A mobmo, korga Buka ornywaet meHss rpoMKumun
3ByKamu, B TOT MOMEHT, Korga AyeT B AYOAOYKY Win
cBucTok. 310 3Ha4uT, 4To Yy Heé XBATAET CU/1, 4TobbI
[enartb 370.

A nobnio, korga Buka rpomko nnayvet. 310 3HaquT, 410
oHa MO>KET rpomko nnakarts.

A mobro, korga Buka ykatbiBaeTcs OT MeHsl, 4T0obbl
He penatb 3apsagky. 31o 3Haumt, 4to oHa MOXKET
repeBopaYnBaTbCs Ha XUBOT 1 06paTHO.

A mobmo, korga Buka conpotvsnseTcs BO BpeMsi
3apsgKku, 4Tobbl He fenatb YrpaXHEeHWs. 3T0 3Ha4uT,
yto y Heé ECTb CUIbl conpotyBnsitbcs.

A mobrnio, korga Buka 40 pas B geHb rosopuT: «Mawma
rnocagy MeHs rnoypobHeey. 9To 3HAYWUT, 4TO OHa
MOXXET cupets.

A mobnio, Korga Buka ye3xaeT 0T MeHs1 Ha KOrsIcKe,
4TObLI HE WATY OOMOWVI C MPOryfnku Wy He [enatb
Henobumoe 3aHATne. 31o 3HaqyuT, 410 oHa MOXKET
rnepenBuraTbCsi CaMOCTOATENLHO W [Afs HEeEé 3T0
OrpoMHOE CHaCcThE.

A o6, korga Buka o4eHb pgonro  kywaer,
repexeBbIBas KaxXAyr JO0XKYy Tpuauats Tpu pasa,
M npu 3TOM MPOMyckas Apyryue BaXHble Aena wm
onasgbiBas Ha 3aHATUA. 310 3Ha4uuT, 4To oHa MIOXKET
)KeBaTb 1 roTartk.

A mobmo, korga Buka Beptutcs, korga A eé
npuyecsiBato. 310 3Hauut, 4to y Heé ECTb CUISIbl
BepTeThCS.

A mobmo, korpa Buka 6onraeT 6e3 ymornka v He gaet
MHE HY C KeMm pa3roBapuvBaTh. 3T0 3HAYUT, 4YTO OHA
MO>KET rosoputs.

A mobmo, Korga Buka kaxgbwi geHb HECKOIbKO
pas B [eHb MpocuTcs B TyaneT UMEHHO BO BPEMS
enbi!!!!l 310 3Ha4MT, YTO OHA yMEEeT KOHTPOIMPOoBaThb
MOY€eBbIAENMUTENbHBIE (DYHKLINN.

S no6o, Korga uMeHHo B fopore Buke o4eHb xoueTcs
B TyaneT no 60/bLLIOMY. 3T0 3HaYUT, YTO €€ KMULLEYHUK
paboTaeT XopoLLIO.

A mobmo, korga Buka 6yauT MeHs paHo YTpoM C
Bosrnacom «BctaBavi mama! CKonbKo MOXHO criatb!y
370 3Ha4MT, 4TO OHa MPOCTO MPOCHYNACh M roToBa K
HOBOMY XOPOLLIEMY [HIO.

A nobno, Korga Buka B Te4eHne Bcero AHs MHOXECTBO
pas rpocuT MeHs — NPUHECH, rnogavi, Havau, oTHecu
MEHS, MOMOory caenatb. 370 3Ha4YUT, YTO OHa 06bIYHbIA
pebeHok, koTopbivi xodeT n MOXKET urpats.

A mobmo, korga Buka He cnylwiaetcs, criopur,
MPOTUBOPEYNT, XUTPUT, Karnpu3HUYaeT, MoKasbiBaeT
cBovi xapakTtep. 310 3Ha4nT, 4to oHa XXVIBET, PACTET,
MBICTINT, YYBCTBYET, PA3BVIBAETCA, TIHOBUT!
Ona MO>KET penatb ato!

A BOT T0, 4TO 51 IPOCTO MMO6IIHO.

A mobmo, korpa Buka uyenyer meHsi 6ecKoHeqHoe
MHOXECTBO pa3 B feHb. 310 3Ha4uT, 410 oHa MOXKET
MEeHS LiesioBaTk.

A nobnio, korga Buka kpernko obHumaeT MeHsi Bceraa,
Korga 1 6epy eé Ha pyku. 310 3HaumT, 4To oHa MOXKET
06HUMATB.

S mobnio, korga Buka 6eckoHe4YHoe Konm4ecTBo pas
roBOpUT, YTO OHa MeHs lobuT. 3T0 3Ha4UT, 4TO OHa
MO>KET niobutb, HY CMOTPSI HY Ha YTO.

locnogw, noxanyiicta, coxpaHw Ons Heé Bce 3Tu
MOXKET!

Onbra baxeHoBa, vmamva Bukun



IFOTEOPUTEALHAS NPOrPamMMa
a3BUTUE cucrembl nomouin 6onsHeim CMA

Nporpamma HanpasJsieHa Ha BCECTOPOHHEE PasBUTWE W OKa3aHMe NMOoMOLUN
_ *lm—cnnuanbuou MbllieYHol aTpodmeil 1 NX ceMbAM Ha TEPPUTOPUN
| '3a ee npepenamn, NOBbILIEHNE €€ KAYECTBa, BHEAPEHUE COBPEMEHHbIX
| &'6 OfOB 1M METOAMK, CTaHAApPTOB OKasaHWs MoMowWM, pa3BuTue
" nHdpa MpOBaHHocTM o aﬁoneBaval, kBanudmKkaumn, 3HaHWA U HaBbIKOB
P LManuCTOB, 3aHATBIX B OKa3aHMM nomowu GonbHbim CMA, passutve
LM B permoHax.
B NporpaMMe BeAeTcsi Mo ABYM HanpaBiieHMsi: OKa3aHue MoMOLYN

BHEHUA C CIIIT\]HHIIIEI?I OKa3aHUA NOMOLLUN N NOAAEPXKN CEMbAM, B KOTOPbIX
BocnutbiBarotrca getn co CMA n B3POCJibiM NMalyneHTaM.




NpoexT

O6y4yeHue n passutTue

Kakyio npo6nemy pewaem

Kak npasuno 6onbHon co CMA He MeeT BO3MOXHOCTUN NOMy4YnTb BECb
CNexkTp HeobXxoaMMbIX YCrnyr B perMoHe CBOEro NpoxveaHusa. PoncteeH—
HVKM 60NbHBIX BbIHY>XAEHbI TPATUTL CUMbI Y BPEMS, Ha TO, 4TOBbI foBpaTbes
[0 MecTa rae M MOryT 0Ka3aTb NoMoLLb. TPyAHO TPaHCNOPTVPYEMbIE UK
XMBYLLME B OTAANEHHbIX 1 TPYAHO AOCTYMHbIX PerMoHax 6onbHbIe 1 BOBCE
okasbiBatoTcA 6e3 Heobxogumon nomowm. Camu popuTenu, Brnepsble
CTONKHYBLUMCH C 3aboneBaHnem He 06nafatoT He0BX0ANMbIMN 3HAHVSIMU
1 HaBblkaMu Ans yxofa 3a 6onbHbIM co CMA.

CyLuecTBytoLLas B JaHHbIN MOMEHT cucTeMa 06y4eHNA MEAULIMHCKUX Cre—
LManncToB He NO3BOMSET NOMYyYUTb BCE HEOBXOAUMbIE 3HAHUS Y HaBbIKA
oA paboTbl ¢ MauveHTamMu ¢ pegkumn 3aboneBaHusaMn. Bpaun mncnbi—
TbIBAIOT HEXBATKY NMPaKTUYECKNX 3HAHUIA N HaBbLIKOB ANS MOMOLLM TaKUM
naumeHTam. MNony4eHHbIX TEOPETUYECKMX 3HAHWUI HE XBaTaEeT, YTo6bI HyB—

CTBOBaTb cebsa YBEPEHHO N BbITb KOMMETEHTHBLIM CNELVanMcToOM.

Llenob

YryylleHre Ka4ecTBa AMarHoCTUKM, MEAULIMHCKOWM, COLManbsHOM, NCUxo—
normvyeckon n gpyrux gpoopm nomorum naumeHtam co CMA, obecnedveHne
LAOCTYMHOCTM 1 CBOEBPEMEHHOCTWN 0Ka3aHMA 3TOM NOMOLLW, POCT KoMMe—
TeHUMN cneuuanmcToB 1 Bnmakux 6onbHbix co CMA.

NoaBneHve «cetny cneynanuctos, paboTatowmx co CMA no coBpemeH-—
HbIM METOAMKAM B KaXXA0M pernoHe. [JoCTynHOCTb KBanMumpoBaHHOM
nomMoLLm Kaxxgomy naumeHTy co CMA B pernoHe npoxmeaHus.

Cytb npoekra

B pamkax npoekTa npoxogaT pasnMyHoro poaa obyyatoLme MeponpusTus.
MpoBoasTCcsa cemMunHapbl, oHNanH-sebrHapbl 1 KOHhepeHUUn ¢ y4acTMeM
BEOYLLMX POCCUMCKMX W 3apyBexHbIX CMeuuanvcToB No pecnvpaTop-—
HOM Mopdep>Xke, HEBPOMOrAW, OVMETONOrMM, MCUXONoruy, (hU3MYECKon
peabunutaumn n abunutaumn. MeponpusTia NoceLLaT MeaMumMHCK1e
CMeUManncTbl, MCUXOMory, coumanbHble paboTHUKN, PYyKOBOOWTENW 3Opa—
BOOXpaHeHus, a Takxe GonbHble co CMA 1 nx 6nmnskue.

Bepetcsa pa6oTa no BbISIBNEHWE CHELMANUCTOB, 3aMHTEPECOBAHHLIX B
paboTe ¢ naumeHTamm co CMA 1 npefocTaBneHne BO3MOXHOCTW Nosy—
4ynTb Bonee yrny6reHHbIe 3HAHUA U HABbIKW B JaHHOM 06nacTu.
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OcHOBHbIe fOCTNXEeHMUA

Kondepenuna CMA 2016

C 29 ceHTs6psa no 2 okTsabpa B Mockse
paboTana | koHhepeHUMsi MO BonMpocam
noMOLUM MNauueHTaM CO  CNMHaNbHOM
MbllevHon atpodimen «KoHtepeHums
CMA», camoe macwTtabHoe B Poccumn
MeponpuaTMe,  MOCBSILLEHHOE  3TOMYy
3aboneBaHnio. Ha nnowagke koHde-
peHumMn BcTpeTunuck  Gonee 250
YEenoBeK.

Ha KOHhbepeHUmK cnvHanbHas
MblILLIEYHAs aTpodins paccMaTprBanach
MyNbTUANCUMMIIMHAPHO, YTO MO3BOMWMO
akKkymynupoBatb  6onbLUoe  KonuYe-—
CTBO MHchopMauun o 6onesHn B 0OHOM
MecTe 1 B oaHo Bpems. KoHthepeHums
obbegMHUna MOCKOBCKMX W perno-—
HanbHbIX Bpayewn, cneumanucTos no CMA
n3 VIitanum, NaumMeHToB N UX POACTBEH—
HVKOB, B MEPBYIO 04Yepenb — POAUTENEW
petem co CMA. OpHoBpeMeHHO C
NeKUMAMW  MPOXOQWUNN  KOHCYNbTauum
LeTe 1 B3pOChblX, Bpauu m3 Vtanum
n Poccun obmeHvBanMcb  OMNbITOM.
CneuvanucTbl, MNPUHSBLLUME  y4acTue
B KOHhbepeHumun, npuobpenn Heobxo-—
OUMbIE 3HAHWA W HaBbIKM ONsi 0Ka3aHus
npodheccroHanbHOM MOMOLLM — nauu—
eHTamM C 3TuM pepkum 3abonesBaHueM.
370 n36aBUT cemMbM OT HEOBXOAUMOCTU
TpaTUTb AparoueHHoe BPeMS Ha MOUCKM
HeobxoaMMon nHopMaumm 1 Keanugn—
LIMpoOBaHHOW NMoMoLLn.

Mo MHeHWIO MeOuUMHCKMX crheuvani—
ctoB, coTpygHukos HKO, pogutenen u
B3pocnbix naumeHToB co CMA, koHde-
PeHUMs CTana BaXHbIM LUaroM Ha nyTu
K KOMMMEKCHOMY peLUeHuio npobnem u
MonHoLeHHon Xu3uu nogen co CMA B
6yoywem. bnarogapa KoHdepeHumn y
dhoHpa «Cembn CMAY B pasHbIx pernmoHax
NosiBUNMCb MeOULUMHCKME CNeumanucTsbl,
noofepXvBalolLMe ero [OesiTeNlbHOCTb
N roTOBble MPOKOHCYNLTMPOBaTL MOJ0—
NeYHbIX.

Ons naumeHToB co CMA Bcex BO3pacToB
n ux 6nnskmx KoHthepeHuma cTana
BO3MOXHOCTbIO  MOMY4YNTb  PEKOMEH—
Jauum no nopdepXvBaloLlen Tepanuu,
MCMOoMb30BaHMKO CMeumanbHOW TEXHUKMN
n obopyxoBaHus, 06LLEHWIO, AUTaHWIO
n yxopy. OcobeHHo BaxHO 3To BbINo Ans
pernoHarnbHbIX  Y4aCTHUKOB, KOTOPbIX
6bIno 60MbLUMHCTBO, Tak Kak UM BbiBaeT
TpyOoHee BCEeX MOoMyYuTb KOHCYMbTauuio
xopoLuero cneumanucta no CMA.

BaxHbIM cobbITEM KOH(DEPEHUMM cTan
KpYrmblA CTON MO OpTOMegvun, B pamkax
KOTOPOro UTanbsAHCKME CMeumanncThbl
c 6onee 4em gBaguUaTUNETHUM OMbITOM
MOQENUNNCL C POCCUMUCKMMK Bpayvamm
pasHbix Npodune’ CBOMMU 3HAHWAMU U
HapaboTkamMn B BOMPOCaxX TEXHUYECKMX
cpencTs peabunuraumun, 0pTeE3poBaHKS,
nopaep>XxmBaloLLen Tepanum n XMpypri—
YECKOW KOPPEKLM CKONMo3a.

B uucne yHMKanbHbIX  MeponpuaTAN
KOH(pEPEHLMM — LUKOMa MO anbTepHa-
TUBHONNAOMNONHNUTENBHONKOMMYHUKALINM
C AETbMU C HEPBHO-MbILLEYHbIMU 3360—
nesanuamMun. Mpaums [3anna, ncuxonor,
CneumanuncT no anbTepHaTUBHOM KOMMY—
HUKAUMU U OCHOBHOM CNWKEpP LUKOMbI,
ckasana, 4To 6bina NpWSTHO yAMBIEHa
TEM VM3MEHEHUSM, KOTOPbIE MPOM30LLK
B POCCUICKOM MCKXONOrM4eckoM Coob—
LLEecTBE C MOMEHTa MOoCnegHero ee
Bu3nTa. OHa OTMETWNA, YTO B ayaMTOpUM
6bINM BHUMATESNbHbIE POAUTENM U 3aUH—
TEPecoBaHHbIe CMeunanucTbl, roToBble
KOMMETEHTHO 06CyXaaTb akTyanbHble
BOMPOChI, MEPEOCMbICIINBATL U UCMOMNb—

30BaTb NoJjiy4eHHble 3HaHUA.
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«Korga mbi Tonbko y3Hamm o KoHgheperumm CMA,
rnepBasi MbIC/b, KOTOPAas MNpULLINa Ham B rofoBy:
«4 gHa o CMA?? O yem TaM roBopuTb CTO/ILKO
BpemeHn? Begb 60ne3Hb He nevntcs, caenatb
Huyero Henb3s. Lenbix 4 pgHAa??.. Ho Korpa
npuexanu, To MoHsSW, 4To v 4 [Hey oka3anoch
mamno. CTonbko 6ecLeHHbIX 3HaHWM, XO0Tesroch
0[HOBPEMEHHO 0Ka3aTbCS U B JIEKLUMOHHOM 3are,
Y Ha MpakTUYeCKUX KOHCYNbTaLWsaX, Ha KPYriiom
cTone, v elye 06cyauTb pasHble BOMPOChbl C
cobpaBLUMMNCS W3 PasHbIX KOHLIOB CTPaHbl
crneynanucTamm. »

Canero Enena IOpbeBHa, HeBponor.

«HeB03MOXHO Bbipa3uTe CrioBaMu, Kak MHE BCe
rnoHpaBunock! 3peck A BrnepBble ycrbillana o
nanmaT1BHON MeanLMHE, O TOM, YTO Y POAUTENEN
ecTb BbIGOp, Kak MpogomxaTtb fe4vervie. Ham
yaanocb noo6LyateCa W G UTaNbSHCKUMU, ”
POCCUVICKMY Bpadamu. A caMbiM BaxHbIM 7S]
Hac bbIn KOHCYNbTaLmMyno opToneauy, 6rnaronapsi
KOTOPbIM CTano SICHO, 4TO Mbl MPEANPUMEM B
nanbHeviwem. Pogutenam 0653aTesibHO HYXXHO
rnpuesxatb Ha Takue KoHghepeHuyuy, 4To6bI
Y3HaBaTb, YTO JlyyLLe A5 ux pebeHkay.

MapuHa byiiHoBa, mama LecTUIEeTHeN
Harawm n3 flpocnasckoi obnactu

«5 onepupyro BeCb MO3BOHOYHWK, Y S HUKOrAa
He BCTpeYancsi BOT Tak BOT C MNayvueHTamu,
KOTOPbIX 51 ONEepMpPOBaI C rpbiXXamu, C OnyXonsMm
MO3BOHOYHWKOB, AaXe Tex MayueHToB KOoro s
orepypyro ¢ 06bI4YHBIM CKOMMO30M. S nepBbIvi pa3
y4acTBYHBTAKOMCOOBLLECTBENE ECTL MALNEHTbI
M ecTb CreyvanucTbl pasHbIX CreunanbHOCTEN.
ELe pa3 cnacvbo opraHn3aTopam.»

Anpgpen Hukonaesu4 baknaHoB, K.M.H.,
pyKoBoAUTENb LLEHTpa naTosorun
No3BOHOYHUKA.

«H neguatp, MHe 3a4aKT MHOM0 BOMPOCOB 0 AVETE
petevi co CMA, noatomy MHe BaxHo, YT0bbl Mbi
rony4nny crneynann3poBaHHble PEKOMeHZaLmnm
Ha 3ty Temy. Mbi nannvatvBHoe oTgeneHvie u
B355M Ha cebsi TONbKO CaMbiX TSXXENbIX AETEV CO
CMA — nepsoro tuna. VIx B EkatepuHbypre Bcero
yenosek 10. B nepcnektyBe A xo4y cobpatb
mHehopmauymo no getam co CMA Btoporo w
TpeTbero tmna. Ho cambiM BaXXHbIM SIS MEHS,
KOHEYHO, 0Ka3aniCb 4YerioBeYeCcKMe KOHTAaKTbl,
OnbIT UTANbSHCKUX KOSIIEry.

Jlapuca lNetpoBa, negunatp otgeneHns
nanasanaTtuBHONM NoOMoLyN [EeTAM B
ExarepuHbypre

MexayHapoaHblie KoHthepeHuun

YyacTve B MexAayHapoAHbIX KOHdepeHunsx — OAuvH
M3 BaXHEWLMX WCTOYHWKOB MOMy4YeHnss u obmeHa
nMHchopMaumern, npekpacHbln  cnocob  NoBbICUTb
ypOBEHb KOMMETEHLMN U MO3HAKOMUTLCH C paboTown
Konmner W y3HaTb, KakK O0praHn3oBaHa MOMOLLb
nauveHtam co CMA B gpyrux ctpaHax. lNony4eHHble
3HaHWA W MOeM nOMOrawT HaM peanu3oBbiBaTb
nporpammbl hoHAa ¢ 6onblue 3hdpeKTUBHOCTLIO U C

YyYETOM MEXAYHApPOAHOro onbita paboTel co CMA.

SMA Workshop (EMA, JlonpoH)

B Hosbpe B EBponerckoM MeAUUMHCKOM areHTcTBe
(EMA) coctosnacb BcTpeda ansa  obcyxaeHus
aKTyanbHbIX BOMPOCOB NoMoLLM naumeHTam co CMA,
KIIMHUYECKMX WCMNbITAHUA W MNEPCMEKTVUB pas3BUTUA
N MNOSIBNEHWST HOBbIX JIEKAPCTBEHHbIX CPEACTB,
KOTOpblE MOMYT CYLLECTBEHHO BNUSATb Ha MpOTekaHue
3aboneBaHWs, OpraHn3auvnm nomoLuM nauneHTaMm B
COOTBETCTBUM C MeXAyHapoaHbIMW1 cTaHgapTamu. Ha
BCTpe4y 6binv NpurnalleHbl BeOyLUMe MCCnegoBaTenm
B obnactn CMA, BefyLLme MeAVLMHCKME CNELMannCThbI,
npegctaButeny  hapMaLeBTUHYECKUX  KOMMaHWN,
npegcraBuTenu €BPOnencKmx NauUMeHTCKMX
opraHusauuin n hoHpos (B ToM Yncne Hallero).

310 6bima BTOpaa BCTpeda B EMA Takoro poga.
INpepwecTBytowwan BcTpeda coctoanack B 2004roay, 1
WMEHHO nocne Hee Ha4vanack paboTa No CocTaBneHuo

MeXayHapoaHoro npotokona nedeHns CMA.

Weekend ze SMA-kiem

B asrycte komaHpa doHAa npvHUMana yyYacTve
B KPYNHEMLIEen eBpOMNencKon KoHdepeHuMn Mo
CMA B Bapwase «Weekend ze SMA-kiem», 4TO
nepeBoanTCA C NONbCKOro Kak «BbIxoAHbIe CO BKYCOMY.
KoHthepeHuuio exerogHo opraHu3yeT NonbCKun oHg
CMA «Fundacja SMA», B 3TOM rofly oHa cOCTosinach
yxe B 4-11 pa3 1 cobpana 6onee 500 y4acTHMKOB.
KoHthepeHuusa npoLuna B ApYy>XXECTBEHHOM, Aanékom oT
thopmannama, obctaHoske. NpurnalleHHble NeKTopbl
n3 LLsenuapwu, Bennkobputanum, ®@paxumm n Vtanum
npeacTaBunu CBOW AOKMaAbl O MOAAEPXMBAOLLEN
Tepanuu 1 NOAXOAAX K NeYeHno 1 peabunutaummn npm
CMVHanNbHOM MbilleYHon aTpodinm, a Takke HOBOCTU O
BEOYLLMXCA KNMMHUYECKUX nccneaoBaHusax. HebonbLuomn
L,0KNaa Mbl NPeACcTaBUvn 0 TeKyLLIEN cuTyaummn B Poccun
W O TON OeATenbHOCTW, KOTOPYHO BEOET POCCUNCKUNA
thoHg CMA. Momumo oghmupmanbHoM 4acTy NporpaMMbl
KOHhepeHUMn HaMm yaanoch ny4lle No3HaKOMUTLCS C
cuTyaumen co CMA B MonbLue n gpyrux eBponenckmnx
CTpaHax, MNony4nTb OrpoOMHOE KONWYECTBO LEHHOMN
NHchopMaLmn 1 0MbITa, KOTOPLIE MOMOrYT BLICTPanBsaTb
paboTy nporpaMmm hoHAa MakcumansHO 3PeEKTUBHO
B AanbHeunLuem.

BblCT\jﬂﬂEHVIH Ha MeponpuaTnax

YyacTme © BbICTyMfiEHWE Ha MEeOULMHCKMX U
oby4alowmx  MeponpuATKAX, NpoOBOOVMMbIX  Ha
Tepputopun Poccum — 3T0 NpekpacHas BO3MOXHOCTb
pacckasaTb 0 CyLlecTBOBaHWM (hoHOA M aKTUBHOCTU
coobuiectea CMA B Poccun, npmBneds BHUMaHME K
CNVHanNbHOM MbIlleYHoM aTpodinn, ee 0COBEHHOCTAM
N noTpebHocTAM 60MbHBIX C 3TMM 3aboneBaHUeM.
MNopenuTtca 3HaHWAMW, MOMYyYeHHbIMU OT 3apybeXxHbIX
Konner wunu HapaboTaHHbIMKW (hOHOOM B MNpoLEecce
OKas3aHua nomowim TakuMm  6onbHbIM.  HanaguTb
B3aMMOLENCTBME C MeOVUMHCKUMK creunannctamm
N NpuBAEYb 38MHTEPECOBAHHbIX K [afbHenLemMy
COTPYOHWYECTBY.

CaMbIMn 3HAYUMbBIMUW COBBLITUSMU CTanW:

« VIl MexpayHapogHbin y4ebHbIi Kypc ans Bpayen
«LLlkona Mwuonorumy

« VIBantuinckmin KoHrpecc no 4eTckon HeBponorum

« |l KoHdhepeHuma c MexpgyHapoOHbIM Yy4acTUEM
«Pa3BuTe nannuatMBHOM MOMOLUM B3POCIbIM 1
OeTam»

«  CemwuHap no opraHmsauum COBMECTHOro
npebbiBaHuns pogutenen ¢ getemn 8 OPUT

« CoumanbHo-npaBoBas KOH(EPEHUMS ANa poauTe—
nev TAaxXenobonbHbIX AeTen
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Kakyio npo6nemy pewaem

Oedwmumnt 3HaHun o CMA y Bpayden, 60nbHbIX 1 MX BAN3KMX NMPUBOAUT K TOMY, 4TO NMOMOLL BOMbHBLIM YacTo oKa—
3blBAETCH HE CBOEBPEMEHHO 1 HE B MONHOM 06bemMe. Bpay He MOXEeT gaTb rpamMaoTHYO U MOMHYK0 MHhopMaumio 0
3aboneBaHn, BO3HMKAIOT TPYOHOCTU C MEOQULIMHCKMM COMPOBOXAEHNEM W BeieHeM NnaumneHToB. PoguTen Bbi—
HY>XAEHbl TpaTUTb BPEMSA HAa MOUCKM U MPOBEPKY Heobxoaumoi nHpopmaumn. CHUXaeTcsa Ka4ecTBO 0Ka3bIBaeEMOW
60MbHLIM NOMOLLM 1 K OCHOBHOMY 3ab05eBaHnio 06aBNAKTCA OCNOXHEHWSA, KOTOPbIX MOXHO 6610 6bl M36exaTb

1 Ha yCTPaHeHWEe KOTOPbIX TPATUTCA ropa3no 6onbLLe CUn U CPEACTB, YEM Ha UX NPOUNaKTKy.

Llenb

0Ob6ecneunTb AOCTYMHOCTbL M CBOEBPEMEHHOCTL NMONy4YeHnsa nHopmaummn ona kaxporo naumeHta co CMA u ero
CEMbM, @ TaKXXe CMeLnanMcToB, BOBIEYEHHbIX B paboTy C HUM.

Cytb npoekra

CoTpyZHukamu 1 BonoHTepamu hoHaa BegeTcs paboTa Hag NOAroTOBKOW MOSIHOrO KOMMSeKTa nutepaTypbl Mo
kaxpomy acnekty CMA, nepeBofioM 3apy6eXHbIx MCCnefoBaHuWii, CTaTel 0 pasnmyHblx acnekTax 3aboneBaHus,
NporHosax, passuTiu, NogaepXrBaLLmx Metogmkax. Bce matepuans! pa3ameLLatoTcs B OTKPbITOM LOCTYME U Ny—
6nukytoTes Ha canTe dhoHpa. Mbl Takxke CTPEMUMCSH K TOMY, 4TOBbI OCHOBHOM KOMMNEKT MaTepranos rno 3abone—
BaHWIO BbIn HanevaTaH 1 [OCTYMNEH He TOMNbKO B 3MEKTPOHHOM, HO 1 ByMaxkHOM Buge. PacnpocTpaHsem MHopma—
LIMOHHbIE MaTepuarsl No CEMbSM 1 CNeuManucTam.

16

OcHOBHbIe fOCTNXEeHUA

KnuHunyeckue nccnegosaHus

Becb rog mbl cnegunu 1 nybnnkoBany Ha canTe NocnefHne HoBOCTY O
pa3paboTtke nekapctea oT CMA. B 2016 rogy Benock 18 akTMBHbIX
nporpamm  uccnegosaHun. 14 chapmMaueBTUYECKMX — KOMMaHU
3aHVManUCb W MPOJOSIXKAT 3aHMMaTbCcsA pa3paboTkon nekapcTsa.
[NpoBoanTcs 6 aKTMBHLIX MNPOrpaMM KIWHWUYECKUX wchbiTaHun. B
pekabpe atoro roga Ha Tepputopum CLLIA 6bino 3apervcTpypoBaHo
nepBoe nekapcteo oT CMA.

Mol cnegymM 3a NocnegHVMN HOBOCTSIMU U NYBIMKYEM caMble BaXHbIE
HOBOCTW 06 MCCNEefoBaHWSX HA HaLLIeM caunTe.

Hoeoctn Haykm

["pynnbl y4eHbIX N0 BCEMY MUPY NPOAOMKAKT NUCCNenoBaTh MexaHn3m
BO3HMKHOBEHWSA 1 pa3BUTUS CNMHANbHOM MbILLIEYHOM aTPOgnK, Ha BCEX
YPOBHSIX, OT KNETOYHOMO A0 OpraHM3ma B LiefoM, BbISBNSHOT dhakTopbl,
BINVAIOLLME HA COCTOAHWE MaLUMEHTOB C JaHHbIM 3aboneBaHnem. Mel
nepeseny 1 onybnukoBany Ha caiTe NOCnNeaHe OTKPbITUS MO AaHHOW
TemaTvke. HoBocTu 6yayT nonesHbl Kak MegUUMHCKM CreunanicTam,
TaK U CEMbAM MaLVEHTOB.

Haw onbit

VIHchomaTepmanbl ocHoBaHbl Ha onbiTe pogutenen pgeten co CMA
n B3pocnbix naumeHtoB co CMA. B Hux pacckasbiBaetcs 06
ncrnonb3oBaHUM 06opynoBaHus 1 huanyeckon peabunutauum npu
CNUHaNbHOM MblLLeYHO aTpodmu. [pu 1x NogroToBke 6bIn yHTEHbI

OCHOBHbIE BOMNPOCHI, KOTOPble 3a0akoT CEMbMW.

Uuconuer «YnpaxHeHus ¢ Mewkom Am6y npu CMA»

Mewuok AMBy — 06a3aTenbHbIN aneMeHT Xn3Hu peberka co CMA. Mel
NoAroToBUNM HebonbLIOM WMHAPOANCT O MPUMEHEHUM AbIXaTENbHOMo
mMewka AmbBy npu CNUHambHOW MbIEeYHOM aTpoun. 370 CHUMET
4YacTb BOMPOCOB, KOTOPbIE BO3HWKAIOT y poautenen aeten co CMA n

B3pPOCSibIX NAUMeHTOB C 3TUM ANarHo30M.

Cratbsa «TpeHa)kepbl ANA TPEHUPOBKU AbIXaTesibHON
MycKynaTypbi»

[ns petencraplueroBo3pacTane3pocrbixco CMA YacTo pekoMeHayoT
MCMONb30BaTh Pa3fNYHbIE TPEHAXEPbI ANS TPEHUPOBKM AbIXaTeNbHOM
MyckynaTtypbl. CTaTbd 0TBEYAET HA OCHOBHLIE BOMPOChI, BO3HKAKLLME
Mpu MOWCKE W WCMONb30BaHUM OaHHbIX MnpucnocobneHwn n Gyoet

rnonesHa scem naumeHtam co CMA.

Bpowopa «OnbIT UCNONbL30BaHMA BEpXOBOW e3fbl B Ka4yecTBe
t¢manoTepanun pans peb6eHka co cnuHanbHO amuotpodumeir

BTOpOro tmna»

3aHAaTVA Ha Nowagax MOryT 04eHb MOMOXUTENbHO CKasbiBaTbCA HA
LETAX C HepBHO-MbILeYHbIMM 3aboneBaHusmn. B ctaTbe onucaH
OMbIT MaMbl, KOTOPasi YXXe [iBa C NOMOBUHOM rofa 3aHNUMAaeTCs KOHHbIM
cnopTom co ceouM cbiHoM. B 2016 rogy pvHa npowina cneumansHoe
o6y4eHue, cTaB cepTUMLMPOBaHHLIM UMNOTEPANEBTOM M BO MHOIOM
CMEHVB Noaxof K 3aHATUAM C peBEHKOM.




MeavunHckasa nogaepxka

MbI nepesenu 1 onybnmnkoBanu UcceqoBaHnsa U MeauLIMHCKME pEKOMEHAALNN,
MoAroToBrEHHbIE 3apybexHbiMW  cneunanuctamun. PekomeHpgaumn  6yoyT

nonesHbl MeanUMHCKUM crieyunanuctam, 6ornbHbiM co CMA n nx cembam.

MpoTtokon BegeHnsa Aeteil CO CNMHaNbHOW MbILLEYHOW aTpochueir B
nepuon OCTpbIX pecnyupaTtopHbix 3abonesaHuni

[MpoTokon nogroToBneH ans onpegeneHvs Nnopsagka GeNCTBUIA BO BPEMSA OCTPbIX
pecnupaTtopHbix 3abonesaHui y peterr co CMA n cogepXuT KOHKpEeTHbIe
peEKOMeHZAaLMN 0 TOM, YTO MOXET BbITb CAENaHO B OTHOLLEHUW 3TUX AeTer 0o 1

rocne I/IHTyﬁaLI,I/II/I, a TakXxXe no HyTpI/ITI/IBHOI7I nogaepXke B 3ToT nepunoa.

MauyueHTbl B XPOHUYeCKN KpUTN4ecKomMm COoCToOAHUN: ﬂenlﬂanM‘IECKMﬁ
acnekT

CraTtbs nocegdLleHa OetaM C MNoBblLLEHHbIMW pUCKaMW, KOTOPbIM TpeﬁyeTCH
MocToAHHAA MeaMLUMHCKadA NMOMOLLb B CBA3U C AbIXaTeNnbHON, HEBPOOrM4Yeckown,
rnoYe4yHom vnn ceppe4How HI/ICCtJyHKLI,VIVI N 3aTparmBaeT pa3iiMvHble acneKkTbl
M 3Tanbl 0KasaHWa MeduUMHCKOW MNOMOLLUM TakuM nauveHTaMm, a Takxe

0Cco6EeHHOCTW yXxoa 1 Nogxombl.

Pone pogurtenein B otaeneHuy MHTEHCUBHO Tepanuu Ana Aerteil co
CMA1

TekcT HanucaH rpynnon UTanbsHCKMX aBTOPOB W pacckasbiBaeT 06
NccrnepoBaHUM, MNPOBEOEHHOM B OTAENEHUM peaHumaumn 1. [eHyw.
VlccnepnoBaHne [EMOHCTPUPYET BAXKHOCTb KPYrNOCYTO4YHOr0 MOCTOSIHHOM 0 yXo4a
33 3KCTYBUPOBaHHLIMW AETEMU U HTO TaKOW yXo[ SBMAETCS ONpeaensitoLmm ons

ycnexa.

PexomeHgauuu no BeAeHUI0 NALMEHTOB 1 PECNUPATOPHOIA NOJAEPKKE
npn CMA

[aHHble pekomMeHZaunmn NpUHSATLI U NOAr0TOBAEHbI MEQULIMHCKMM CO0BLLIECTBOM
cneumanucTos, paboTarowmx co CMA B Vitanun. OHM cogep>xaT NofHbIA LK
pekoMeHJauMi no BOMpPOCaM PecnuMpaTopHOro yxoda 3a nauuMeHTamm co

CMAMHanNbLHOM MbILLIEYHONM aTpodimen.

Nccneposanune «BbnkuBaemoctb 6o0nbHbIX co CMA 1»

3to nccregoBsaHMe rnpenctaBndeT OaHHble CpaBHEHUA TepaneBTUYECKUMX
CTpaTervm, KOTopble BIUANOT HA MNPOAOIIKUTENBHOCTb XXU3HMW. KnuHmnumcThl,
y4aCTByHOLME B yXxoOge 3a nauneHtamMm co CNVHaNbHOW MblLLeYHon anOCbVIeVI
TMna ‘1, goMXHbl BbITb OCBEAOMIIEHbI O TEHAEHUMSX BbDKMBAHUS. 3 JaHHble
MOTyT NMOMQO4b B MNOCTPOEHUN TAKTUKKN BEOEHUNA NauMeHTa B COOTBETCTBUM C

rnoxenaHnAaMm ero CemMbMn.

Cratba «OTKpbIBaf OKHO: CKPMHUHI Ha HOCUTEJNIbCTBO UM NEpPUHaTasbHbIA
CKPUHMWHI Ha CMIMHANbHYIO MbILIEYHYI0 aTpochuion

CraTba paccmaTpvBaeT ChMHamnbHyl0 MbILEYHY aTpogiMio C  Nosuuuii
e COoUManbHOM 3HA4YMMOCTU U  IMHAHCOBOro O0BpEMEHEHUS CUCTEMbI
30opaBooxpaHeHus.  [lpoBoguTcs  aHanvs  npevMyllecTsa NpenpofoBoi
anarHoctukm Ha CMA B KoHTekcTe 3hthekTUBHOCTM HOBbIX TEPanNeBTUYECKMX
CpefcTB, a Takxke (U3NYecKnX, 3MOUMOHaNbHbIX WM (OMHAHCOBLIX 3aTpar,
KOTOpble HECYT CEMbW MaUMEHTOB M 0B6LIECTBO B CBA3W CO CMNMHaNbHON

MbILLEYHO aTpodhumen.
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CTpa'rerw-lecKwe MHULNaTuBbI

Mertoaun4yeckue pekomeHgaununm no ANNTEeNIbHON MHBA3MBHOWN BEHTUNALMN
B AOMAaLUHUX ycCcryoBuax

Mpy akTMBHOM y4acTum choHaa paspaboTaHbl «MeToguyeckve pekoMeHZauuM no AUTeNbHOM UHBa3WBHOM
BEHTUNALMM B JOMALLHUX YCNoBUsAX (BeTy 1 B3pocnble)». [JokyMeHT paccMaTpuyBaeT BCE acmnekTbl MCKYCCTBEHHOM
BEHTUNALMM NErKMX Ha AOMY, BKIHOHYaa MeOVLMHCKMUE, TEXHUYECKME U OpraHn3aumnoHHble. TexHonorus «/BJT Ha
LOMY» YCMELLHO NPUMEHSIETCA B MUPE Ha MPOTSXXEHMN MHOT VX NET U MOCNEAHWE FOAbI MoNyYMna pacnpocTpaHeHne
B Poccun. PekomeHzaumm noMoryT noBbICUTbL KAYECTBO 0Ka3aHWst MeAULIMHCKOM NOMOLLM 60MbHBIM 1 MOMOryT
Bpayy NpWHSATb ONTUManNbHOE PELLEeHVE B PasfMYHbIX KIMHWYECKUX cuTyaumsax. [JoKyMeHT 6bin NogroToBreH B
pamkax coBmecTHon paboTbl ¢ Accoumaumi NpoeccnoHanbHbIX YH4aCcTHUKOB XOCMMCHOM MOMOLLM COBMECTHO
C npefcTaBuTENAMM NPOCECCMOHANBLHOrO MeanuUMHCKoro coobulectsa nop pykosoactsom [1.B. Hes3oposoi.
PekomeHaaumm MoryT oka3aTbCs Mone3HbIMY Npy hOPMUPOBaHUM HOPMATVBHO-MNpaBoBon 6a3bl gnunTensHom VBT
Ha oMy, a TakXXe B paboTe Bpayen pasHbIX CrieumansHOCTeN M 0praHn3aTopoB 3APaBO0XPaHEHNS, paboTatoLLmMX C
LaHHOM KaTeropuen naumeHToB. MeToanyeckre pekoMeHaaumm nepepansbl B MuHucTepcTso 3apaBooxpaHeHus
P®.

Mecsuy ocBegomneHHOCTH

ABrycT — MecsL, OCBELOMIEHHOCTY O CNVMHANBLHOW MbILLEeYHOM atpodmun. B aToT MecsL, Bo Bcem MUPE NpoBoaATCA
WMHJIOPMAaLMOHHbIE KaMMNaHuM B MOLAEPXKY BCEX, KTO CTOMKHyrcsa ¢ 3TuMm 3abonesaHuem. B atom rogy no
MHMLMAaTMBE Hallero (hoHOa K MeXOyHapoaHOM MHMLMATBE BriepBble npucoepuHunace Poccusa. Mel nposenu
KamMaHWo No MHOPMUPOBaHWIO 0 3a60MeBaHMM B CBOWX COLMANbHbBIX CETSX.

B Te4eHne mecsua Mbl eXXeHEBHO pacckasbiBanu 060 BceM, 4To cBsidaHo co CMA — o npuymnHax 6onesHu, ee
BMOax, HEoBXOAMMOM A XM3HW 0B0pyLOBaHWW, NPUBOAUMN CTATUCTUHECKUE AAHHbLIE, OTBEYANM Ha BOMPOCHI
nognucYMKoB, OeNUNCh 3apy6eXKHbIM OMbITOM Y PeanbHbIMU UCTOPUAMI CBOUX MNOAOMEYHbIX.

Hawen uenbto 6b1n0 Ha AOCTYMHOM M MOHATHOM KaXAoMy A3blke AaTb MHGIOpMaLmio 0 ToMm, YTo e Takoe CMA.
Hatb Gonblue MHhopMaumn OTHEr0 OHa BO3HMKAET, Kak MpoTeKkaeT, OTBETUTb Ha Camble 4YacTo 3a4aBaemble
BOMPOCHI, CBA3aHHble ¢ 3aboneBaHneM. PacckasaTb, Kak cenvac MOXHO Momoratb G0fbHbIM CHMHANbHOWM
MbILLIEYHOM aTpodhurei.

Mecsu ocBegomMneHHoCTY nopaepxxanv 6onee 12 Tbicay Nonb30BaTeNeN CoLManbHbIX CETEN.

Onpocbl cemen co CMA

Tonbko 3Has peanbHble I'IOTDGGHOCTI/I M HYXObl CeMen, Mbl MOXXEM 0Ka3blBaTb KBaJ'II/I(bI/ILlI/IpOBaHHyPO rnomMoulb.

B 2016 rogy choHpom 6bino npoBefeHo 3 onpoca cement co CMA. PesynesTaTtsl onpocoB onybnvMkoBaHbl Ha canTe
doHpa.

Bonbwon onpoc no CMA

B cheBpane 6bin npoBefeH GonbLUOM ONPOC MO PasnMyHbLIM acrnekTam xumsHu cemen co CMA, Takux Kak gocTyn—
HOCTb MEeQVLIMHCKOW NoMoLLY, 06pa3oBaHve 1 JOCYr NaLVeHTOB, 0COBEHHOCTY XXN3HW POLCTBEHHMKOB MaLMEeHTa,
a TakXe B3anMOOTHOLLeHNUs ¢ BnaroTBoputensHbiMu hoHgamu. MNogpobHoe aHKETVPOBaHWE MOMOrTO HaM Bbl—
ABUTb OCHOBHOW KPYr BOMPOCOB, MO KOTOPbIM HEQOCTATOYHO MHpopMaLmK, 1 Kpyr npobnem, ons peLleHns KoTo—
pbIx TPeBYETCA CTOPOHHSIA MOMOLLb, 8 TaKXXe NMonyyYrTe MHPOPMaLMIo 0 COCTOSHUM noaaepxxky cemern co CMA B

pasHbix pervoHax Poccuu. B onpoce npuHanm yqactre 70 cemen.

MacTpocTombl

B anpene 2016 roga hoHaom 6bi1 MpoBeOeH 0npoc PoanTenei, BOCMMTbIBAIOLLMX AETEN C PAa3NNYHbIMM OMarHO—
3aMu W B3POCHbIX, KOTOPbIM PEKOMEHO0BaHO MU MOXET ObiTb PEKOMEHO0BaHO B NEPCNeKTMBE UCMoSb30BaHNe
30HOOB UNM racTPOCTOM AN OCYLLECTBNEHNUS KopMrieHus. B onpoce npuHsno yyactue 80 pecnoHaeHToB n3 42
pervoHoB P®. Onpoc 6bi1 HanpaBrieH Ha BbISBIEHWE 0CHOBHbIX CIOXHOCTEN, CTPaxoB 1 Npobnem, KoTopble BO3—

HVKAT y NauMeHTOB, HY>KOALWMXCA B AJTUTENBbHOM anbTeEPHATUBHOM KOPMJTEHNN.

Hpeumnnal-rra UVNOHHaA ANarHoCTnkKu

OI'IpOC HanpaeneH Ha n3y4eHne OTHOLLEeHWA K npouenype npevmMnnaTauyoHHOM OUarHoCTUKE 1 BOCTpGﬁOBaHHO—
CTW JaHHOoW npouenypbly ceMei ¢ HacneacTBeHHbIMK 3aboneBaHnamn. B ornpoce NpunHANo y4actue 248 4enoBex.
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PaboTta c cembsimmn

3TO KOMMeKec MPOEKTOB, HaMNpaBJ/IEHHbLIX HA p860Ty KakK HEernocpencrtBseHHo
C naumeHtTamMm co CMA, Tak 1 ¢ nx cembamu. Mebl He orpaHn4mnBaemMcsd TOJIbKO
aJpecHOn NMoMOLLIbHO 1 obecnevyeHnemM nogoneyHbIx Of)OpyJJ,OBaHI/IeM. BonbLuas
4acCTb p860TbI COCTOMT B MNOMOLUWM CeMbsIM B agantauum K 3aboneBaHUo n
cnoxwusLuencsa CnTyaunn. BaXxHO NoMo4b CEMbE HE CHUXaTb YPOBEHb XN3HW,
npogonmkaTb XUTb MOJSIHOLEHHOW XW3HbIO, 1 MaTepranbHaa COCTaBnAloLLAaA B
3TOM Aalieko HeE CaMad Ba>kKHa4. BonbLUMHCTBO cemen ropa3no BaXXHEee NoJy4nTb
MOpPaJibHYHO, I/IHCbOpMaLI,VIOHHyPO, coumanbHydo “ MeOUUMHCKYH  MNMOMOLUb.
|_|O'~—IyBCTBOBaTb, YTO OHN HE OOHW.
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[Nocne nocTaHOBKM AOMarHo3a poouTenn HaxogATCA B COCTOAHUN
quyCTpaLu/M, HVW4Yero He 3HalOT 0 3aboneBaHun, He MOryT OUEHUTb
COCTOAHNME pe6eHKa, HE MMEKT HeobxoaMmoro 060py,EI,OBaHI/IFI n He
OﬁyHeHbI HaBblKaM €ro cnosib30BaHUA. |_|pl/l coobLeHnn gnarHosa Bpa4n
He OaloT NPaKTNYEeCKM HUKaKOW I/IHCpOpMaLI,I/II/I 0 3aboneBaHumn, He roBOpPAT,
4YTO HY>)KHO enaTb C peﬁeHKOM. DGTVI co CMA 4yacTo cTankmsarTcs Co
MHO>XXECTBOM BTOPUYHbIX OCNOXHEHU, BbI3BaHbI HEMPaBUIbHbIM yXoAaom.
B ocobo taxenbix crny4aax peﬁeHOK 3KCTPEeHHOo rnonagaetT B peaHnMauuio,
roe nopgkni4YaeTcda K annaparty I/IGKyCCTBGHHOI?I BEHTUNALUNN JErkKnx
M MOXET NMPOBECTN AO0BOJIbHO ONUTENbHOE BpeMA A0 TexX Mnop, noka y

poouTenen He NoABUTCH BO3MOXHOCTb 386paTb €ero JomMown.

MWH/MN3MPOBAaTE PUCKU BTOPWYHBIX OCAOXHEHWA U MOArOTOBUTHL
poouTenen K xusHu ¢ pebeHkom co CMA, yMEHBLUNTE KONMUYECTBO
Cny4aeB 3KCTPEHHOro nonagaHust geten Ha VIBJ, ynyqwnTe kayecTso

KN3HN p868HK8 1 BCEN CEMbU B LIENOM.

[NaTpoHax HOBOAMArHOCTMPOBAHHBIX CEMEN M MOMOLb B aganTtauuu
K CMOXHOM Xn3HeHHon cuTyaumn. OcHoBHble 3apa4yun: CchopmumpoBaTb
y poaouTenen 4YeTKOE W FCHOe npefdcTaBneHve o 3abonesaHun, ero
TeYeHUN 1 BapuaHTax pa3sutus. [MogroToBUTL poamTenei K NoBeAEHNIO
B 3KCTPEHHbIX CUTyaLMsX N 0CO3HAHHOMY MPUHATUIO peLleHns o cyabbe
pebeHka. HayunTe nonb3oBaTbCA MHAMBMAOYyaNbHbIMW CPEACTBAMMU Of1A
BbbkMBaHUS. CoctaBuTb nnaH paboTtbl ¢ pebeHkoM. ObyunTe HaBbikam
NpaBUIbHOr0 yxoaa.

O6ecneyeHve pogutenen 6a30BbiIM  KOMMNEKTOM  Heobxogumoro
obopynosaHus.

lMpoekT Havan cBoto paboTy B okTabpe 2016 ropa.

8 HoBOAMarHoCTMPOBaHHbLIX CeMe 06paTUNNCL K Ham 3a Bpems paboThl
npoekTa, U3 HMx 7 — ¢ getbMun co CMA 1 tuna. Co Bcemun NpoBefeHsb!
nogpobHble 6ecefpl, N0 BO3MOXHOCTY OPraHN30BbIBanMCh KOHCYbTauum
BpaYen—peaHMMaTonoroB. 2 poauTener MOCETUNM KOHCyNbTauum B
pamkax «KnuHnkn CMAY. C ocTansHbIMY CEMbSMM Mbl 0CTAEMCS Ha CBA3M

rno TenecbOHy M CTapaeMcHd OTBETUTb HA BCe BO3HUKAKLLIE BOMNPOCHI.

22

«K Ham 4YacTo obpalyaroTcs CeMby, KOTOPbIE Yy3HaNM 0 AnarHo3e
COBCEeM HenaBHO, fHW, Hefenu, MecsL Ha3af.

Obbi4HO npy 06LUeHN Mbl CTaBuM 3apadvy WHOPMUPOBAETb,
MakCcUMarbHO MOJSIHO MPoroBopUTL BCE OMacHOCTH, CBA3EHHbIE C
AnarHo30M, poroBOpUTbLAanbsHeNLUNE LLari, KOTopbie Heobxoaumo
MPeAnpuHATL, YTObbI yAapkl, KOTOPble HAHOCUT 60/1e3Hb HE CTanu
HEOXWAAHHOCTBO U MOXHO b6bIno 6kl 6bITb NOArOTOBAEHHLIM U
4atb OTrop Tam, rge 370 BO3MOXHO. CTapaeMcsi MOTUBMpPOBAaTh
Ha aKTUBHbIE [ENCTBUSA, 06y4UTb, MOMO4Yb C 060PYy[0BaHNEM, ECIN
HEeT BO3MOXXHOCTY NMpuobpecTy caMmOoCTOATENbHO.
HonpoctoronHgpopmmpoBaHns HacTo 0Ka3bIBAETCAHELOCTATOYHO.
He Bce cembyn BOT Tak BOT «C 5IeTY» MOryT BOObLUE MPUHSATH
bonesHb. Bce noHATHO 1 n3BECTHO Npo aTarbi NMPUHATUS QUarHo3a,
rpo oTpuuaHve, nNpo rHe., rnpo Topr, npo genpeccuro. HO korpa
310 CMA -y Hac, poguTened, n y Hac, Tex, KTO MOMOraeT — rpocTo
HeT BpeMeHY, 4TOobbl aKKypaTHO MpoxXoauTb 4Yepe3 Bce 3Tarbl
M TOMbKO MOTOM fgevcTBoBaTtb. bonesHb cnvwkom koBapHa u
MOXEeT rnogcTaBUTb MOAHOXKY B /Il06or MOMeHT. [loaTomy, gaxe
€Cnu Tbl B OTPULEHUW — Tbl YXe [O/IKEH Ha4aTb LenCcTBOBaTh,
Hay4nTbCs n gercteoBaTb. OTpuLan, Ho genaw — TobKO Tak AeTv
B besonacHocTw.

Tak nony4aetcs He Bcerga. VIHorpa ygaetcs NpoBecTy poauTenen
rno 3TOMy Myt W BMECTE [10CNe[0BaTEeNIbHO WATU 10 HEMY,
MHOrga — 4YerioBek 3aKpbIBAETCA W HE XOYET CribILLaTh, CNyLLIaTh,
0TKa3bIBAETCA BOCMNPUHUMATH, C/I0Ba Kak byaTo pa3buBaroTcs.
Laxe ecnv Tebe roBopsT «ga, XOpoLLO, MOHSY — 3TO HE XOPOLLIO U
He roHAs, 3T0 BCEro /nLLb YCbILLar, «HO He cenyac, He Co MHOW,
elje He rnpo Hacy.

VlHorpa HegocTaTo4YHO BCcex HaBbIKOB Y YMEHWI, KOTOPbIM MOXHO
Hay4u1Tb, He JOCTATO4YHO 060PY[OBAHUA, KOTOPOE MOXXHO KYMNTb, HE
[OCTaTo4YHO MHEopMaumm, KOTOPYH MOXXHO MOBTOPSTb HECKOTbKO
pa3s B AeHb M0 MHOry 4acoB, He OCTaTO4YHO KOHCYbTauyum y cambixX
nyyLumMx cneynannuctoB. Becero aToro okaseiBaeTcsi HeOCTATOYHO.
Ecnv Tbl He 4yBCTBYeLLb, 4TO TEBS MOHVMAKOT, 4TO TEbS CrbILLAT.
BaxHo posepuwe, korga c TOboW pa3roBapyBaldT He C
naTepHanuCTCKON no3vumn «Tak Hago, A 3HaK», a Korga Tbl Co
BCEMY CBOUMU COMHEHWSIMU, TPEBOramMu 1 0naceHusiMy MOXELLIb
rnpocTo noroBopuTkb. Korga Bcs aTa vHhopmauymsi — He MpocTo
pekoMeH[auumv v COBETHI, @ gyT OT cepala, Korga Tel HyBCTBYELLb,
YTO TBOSI UCTOPUA He 6e3pasnuyHa TeM, KTO B35/1CH Tebe noMoraTb.
Korga nyrawT Bce 3Tn crioBa, «acnvpauusy, «catypauusy,
«oTKalunuBaTernby, «30HA», «CPO4YHON», (Ha[o», «rornpobynTey,
«0653aTernibHOY... Korga HEBO3MOXHO BOT TaK B3ATb, MPUHATL BCE
3TO M Ha4aTb WCMOoNb30BaTbL BCE 3TV Aypauykue BaXHbIE CrI0Ba.
Korpga tsxxeno BoobLye noBepuTb, YTO 3TO rnpoucxoguT ¢ Tobow
1 TBOEW ceMben U Ha caMOM [efie — HYXXHO HE TO/IbKO «38KPbITh
BOMpochkl, CBA3aHHbIe ¢ 60M1e3HbI0Y, a8 HTObb! PAJOM 0Ka3arics KTO—
TO, KTO FOTOB HE XAaeTb BDEMSA U CUSIbl, HTOOLI NPOCTO NOAAEPXATb. »

Mama AnviHbl, BEBOYKM CO CANHAENLHOM MbILLEYHOV aTpoghmnen
v AMpexkTop bnarotBopuTensHoro ghoHaa «Cembu CMAY
Onbra epmaHeHko
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Kakyio npo6nemy pewaem

BonbHble co CMA 4acTo He MMEelT BO3MOXHOCTb MOMyYUTh KAYECTBEHHYH MEeOVMVLHCKYH MOMOLLb, MPOATY
obcnenoBaHne M Bce HEOOXOOUMbIE [MarHoCTUHEecKMe npoLeaypbl, NoAyYUTb KOHCYNbTaLMM MEAULMHCKNX
crneyumnanMcToB 0CBeaoMIeHHbIX 06 0cobeHHOCTAX AaHHOro 3aboneBaHusa. PogcTBEHHWMKM He MOryT 06y4nTbea
HeobxoaMMbIM HaBbIKM MO yxody 3a 60nbHbBIM, HE MOMYT MPaBUIbHO OLIEHWUTb Ero COCTOSIHWE M 4acTo yriycKakT
13 BUAy YXyALLIEHNs 300p0BbSA, He 06paLlas BHUMaHUs Ha HUX 00 Tex Mop, Noka OHW He CTaHyT HeobpaTUMbIMU.
13-3a HenpaBunbHOro yxoaa y 60nbHbIX NOABASETCS MHOMO BTOPUYHbIX OCIIOXXHEHWI, COKPALLALLIMX CPOK XMU3HM
1 CHUXXAIOLLMX ee Ka4ecTBO.

Llenb

O6ecneunts Bo3MOXHOCTb naumeHtTam co CMA 1 ux poacTBeHHMKaM MonyyYaTb CBOEBPEMEHHbIE W MOMHbIe
KOHCYNbTaumm Bcex HeobxoaMMbIX CNeumMannucToB B 0OHOM MeCTe 1 B OAMH AeHb. []aTb BO3MOXHOCTb MonyYuTh
nonHyto nHpopmaLumio 0 3aboneBaHnn, COCTOAHUN MAaLMEHTa, 0 MPEACTOALLMX YXYALLEHUSX U UX MPEfoTBPAaLLEHWIO,
oTCcneguTb AuHaM1Ky pa3sutua 3abonesaHus. MUHMN3NPOBaTL PUCKM, BbI3BaHHbIE HEMPaBUMbHbLIM YX0O0M 1N
HenpaBWIbHOM OLEHKOW COCTOAHUA BOMbHOrO.

Cytb npoekra

«KnnHnka CMA» — 310 0gHOBpEMEHHO MeAMLMHCKOE 1 oby4atoLiee meponpuaTie. CeMby NpresxatT U3 pasHbIxX
pervoHoB Poccum, 4To6bl BOCNONMHUTL MHDOPMALIMOHHLIA BaKyyM, C KOTOPbIM OHW CTarnkvMBakoTCs, KOrga y3HatwT
0 OovarHose ceBoero pebeHka, a TakXe Nony4uTb HEOBXOAMMbIE KOHCYNbTaLUUW, KOTOPbIE HEQOCTYMNHbI ANA HUX B
POAHOM PErvoHe.

«KnuHnka CMA» — coBMeCTHbI NpoekT 6narotBopuTensHoro doHaa «Cembu CMAY» 1 MeguumMHCKOro LeHTpa
«Mwnocepane»
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12
BCTpeY

Knuuukn CMA

106
YenoBek
nony4unu

KOHCVYJ1bTalln

69
nauueHToB

U3 PernoHoB

Poccun

32
naygueHra
n3 MockBbi

5
naLueHToB
n3 CHI

12
obyuarowmx
nekuyum

OcHOBHbIe AOCTU)XEeHUA

B pamkax KnuHuku 6bino nposegeHo 12 obyvarowmx nekuyvi:

« Y10 Takoe CMA. OcobeHHocTn yxogda 3a nauneHtom co CMA.
»  OcobenHocTn naynenToB co CMA 1 Tuna.

+  OcobeHHocTy naumeHToB co CMA 2 Tuna.

+  PecnupatopHan nogaep>xkka npyu CMA.

» Mapwpytnsauum cemen co CMA B VTanun.
«  OcobeHHOCTM yxo4a 3a NonocTbHo pTa y TAXENbIX NauneHToB.
+ Xuvpypruyeckown Koppekuum cKonmosa.
- Kak ckasaTtb pebeHky 0 ero 60ne3Hu

MpochmnakTka 3MOLMOHANBHOr 0 BbiropaHns Y poauTenen.

PervoHbl npoxuBaHusa 6onbHbiX , noceTuBwunx «KnuHuky CMA»:

BbalukopTocTaH
Benropopfckas obnacTb
BpsaHckan obnacTtb
Bnagnmunpckas obnactb
Bonrorpapckas obnactb
Bornoropgckaa oénactb

BopoHexxckas obnacTb
HOarectaH
3abarkanbCckun Kpaw
MBeaHoBckasa obnacTb
W>xeBckasa obnacTb
WpkyTckas obnacTb
Kanyxckas obnactb

Kvposckas obnacTb
Koctpomckasn obnacTtb
KpacHogapckuin kpai
Kypckas obnactb
JInneukas obnacTb
Mapwuin 3n

Mopposus

Mocksa

MockoBckas 0bnacTb
Hosropopgckas obnactb
Hosocunbrpckas obnacTe
MenseHckasa obnacTtb
PocToBsckas obnacTb

PsasaHckas obnactb
Camapckasn obnacTtb
CaHkT-leTepbypr
CapatoBckasn obnacTb
Ceeppnosckas 0bnactb
CmoneHckas obnacTb

TartapctaH

TBepckas obnactb
TtomeHckasn obnacTb
YnbsaHoBckasa 0bnacTb
YenabuHckana obnacTb
YyeaLums
flpocnaBckas 0bnacTb

Bcero npoBegeHo 406 koHcynbTauuii cneynanaucTos.

Cneuuvanucrt
Hesponor
WHcTpykTop JTPK
MynbmoHonor
[netonor
MNegunatp
MNcuxonor

| kB. Il kB. Il kB.
24 20 24
19 26 28
20 22 19
14 16 13
13 15 10
10 10 1M1

IV kB. Bcero
22 90
19 92
15 76
14 57
14 52
8 39
25



18 c¢pespans wmbl nocetwiv  «KIvMHUKY
CMA». XoTm BbipasuTb CroBa OrpoMHOM
npusHaTtensHocTM  un  brnarogapHocTu
Bpa4am, COTPYAHNKEM, BOJ/IOHTEPam
3a BbICOKW rpogheccuoHanm3m,
BHUMATENbHOE 1 4YTKOE OTHOLUEHWE K
rnaymeHTam, 3ab0Ty 0 AeTKax, HyX4aroLUmxcs
B rpamoTHou rnomoLyn. Bce poktopa u
BOJIOHTEPbLI ~ OPraHu3yrT  KOMEBOPTHOE
rnpebbiBaHve  NauveHToB B KIIMHUKE,
VCronb3yT WHANBUAYENbHbIM M0AX0H K
Kaxgomy pebeHky.

B Te4yeHwe opgHoro gHA Ham pacckasanuv
06 04YeHb BaXHbIX BeLyax, KacaroLmxcs
nevyenmnss n yxopga npu CMA. Xouercs
OTMETUTL paboTy BCex crneyvanncToB
Y KOTOPbIX Mbl Bbinv Ha rfpueme — 3T0
rynLMOHOI0r Bacwumn AHppeesu,
HesBponor  CeBetnaHa  BpoHucrnaBosHa,
mHeTpykTop  JIPK  Onbra BuktoposHa,
avetonor AHppeyn  tOpbeBud, neguatp
Kcenusi BnagumvposHa, ricuxonor Onbra
AnekcaHppoBHa, , Bpay TpaBMarosnor—
optoneq Ceprevi EBreHbesn4 v MrposBovi—
TepaneBT — MatlueHbka.

Bpa4u nynbmoHonor Hay4uin  Hac,  Kak
rpaBuibHO MonbL30BaTLCA MELLKOM
Amby wu nynscokcumeTpom. Hesporor
PEKOMEHA0Bana noaaepXX1BaLLyro Tepanmio
M rocoseToBana Cpo4YHO rpuobpectu
BEPTUKANM3aTop, CreymnansHyro KOMsSCKY,
TyTOpLI M KopceT. K Hawew papoctu
[OpOrocToALM  KOPCET  3aMEeHWTV  Ha
boree wWapALMi M HaMHOro [f[eLuesrie.
[Lwnetonor coctaBun Ham OrpoMHOE MeHHo C
Mone3HbIMY AIsSIHAc NPo[YKTOB U NLLEBBLIMUN
fobaBkamy, KOTOpble HEOOXO[VIMbI [ETAM
CMA. lNonesHbie pekomeHaaumu noay4mnm
v oT uHCTpyKTOpOoB J1MK v oT neguatpa, n ot
ricuxonora. OpTones, JOKTOP MEANLMHCKNX
HayK, 3aBERYIOLLMA MEAVLIMHCKUM OTHENIOM
aryri «4yntO»  Esrenwi Cepreesud
MOXBanu Hac 3a Kax[o[HEBHbIE 3aHATUS.
Ocobble cnosa 6rarogapHOCTV  XOTUM
Bbipasuts Onbre baxeHosow, KoTopas
romMorna BrepBble MonacTb Ham  Ha
«Knvnnky CMA», 310 ymernbivi opraHn3aTop,
MPeBOCXOAHbLIVI  KOOPAWMHATOP  MPOeKkTa
«Knurnnkn CMA», gobpbii 1 0T3bIBYUBbIN
4enoBeK,  MepexuvsBaeT 38  Kaxporo
naymeHTa.

Mama lNonunue! B.




NMpoexT
AapecHan NOMOLULb AETAM
u 83pocAbim co CMA

Kakyio npo6nemy pewaem

Momols cemMbsim B obecnedyeHnM KX HeoBxogMbIM 060pydoBaHMEM — Q4eHb BaxHa. Bepb oT Hanuuums
HeobxogMMoro 060pyAoOBaHUS UM TEXHUHYECKOro CPEeACcTBa 3a4acTylo 3aBUCUT XU3Hb M 300P0OBbE HALLUX
nopone4Hbix. CnoxHoctu ¢ nonydeHvem TCP no rocyfapcTBeHHbIM MporpaMmamM Unv nonyyYeHvne U3genun, He
NoOxomsaLLmMX Mo napamMeTpaM Mof HyXAbl peGeHka, BbICOKME CPOKM OXMOAHWSA, OTCYTCTBME rOCYOapCTBEHHbIX
nporpamMm o6ecneyeHmns, HyXAatoLLMXCs MEANLIMHCKUM 060pyA0BaHWEM — HEFATUBHO CKa3bIBAETCS HA COCTOAHUM
N Ka4ecTBe XM3HM aeTen 1 B3pocnbix co CMA.

Llenb

NoBbIweHWe kavecTBa kM3HM 60MbHbIX co CMA nocpeactTBom nprobpeTeHns v nepeaaYn XM3HeHHo HeobxoamMmoro
o6opynoBaHns, KOTOPOE CEMbU HE MOMYT MOMY4YUTb OT rocyAapcTBa U NpruobpecTy CamMoCTOSTENLHO.

Cytb npoekra

@oHp 0Ka3bIBaeT NOMOLLb 60fbHLIM CO CNMHANBHOW MbILLEYHO aTpodiven n OpyrMMy HepPBHO—MbILLEYHbIMU
3abonesaHvaMM B NpMoBpeTeHnn HeobxoaMMOoro XM3HEHHO BaXXHOro 060pyaoBaHuA, pacxofHbIX MaTepuanax,
FMrMeHNYEeCKNX CPEACTB U Ceuman3vpoBaHHOro NMTaHKA B TOM Cly4ae, ECIV MX HENb 35 NONY4YUTb OT rOCYAApPCTBa,
obopynoBaHMe BXoguT B cnvMcok obopyaoBaHue nepBor Heo6xoOMMOCTW, PEKOMEHO0BAHO BPa4voM WNM ecTb
rnokasaHusi K ero npumMeHeHuto. MNomoLLb okasbiBaeTes, Kak 3a C4eT NPUoBbpeTeHHOro Ha NOXepPTBOBaHWA, Tak 1
3a cyeT nepegaHHoro PRO-bono nmyLecTsa.
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28
cemMemn

3aKynjieHo u
nepegaHo
obopynosaHune
Ha cymmy
265 TbiCcA4
pyénen

MonyueHo
PRO-bono
M nepefaHo
VMyLLecTBO
Ha cymmy
OKOJ10
900 TbICAU
pyénen

OcHOoBHbIe fOCTNXEeHMUA

PernoHni

Antanckumin kpan, BopoHexckana o6bnactb, 3abankanbckun kpain, KabapgnmHo-—
bankapckas pecnybnuka, Kuposckas obnactbs, KpacHogapckum kpain, Hosocrnbupckas
obnacTtb, OMckas obnacTe, Pecnybnuka Kpeim, Pecnybnuka TaTtapcTtaH, Pecnybnnka
Xakacus, Cankt-lletepbypr, Csepgnoesckaa obnacTtb, TromeHckaa obnacTb,
YrnbsiHoBCcKasn 0bnacTb, XabapoBCKu Kpaw.

e Kan-ao|
73

HyTpuHm 476 OxTeHuncent
HyTpunaoH 152 CandheTku ana TpaxeocToMbl 163
Elecare 12 MNano4ku cTepunbHble 39

10

AcnupaTtop 6 MuTaTenbHLIN 30HA,

MynbcokcrmeTp 4 LLInpuubl gna nutaHma 455
MetLuok Amby 3 "opoBon komnnekT chunsTpos VIBI1 1
OtkawwnmeaTtens 1 ObixaTenbHbI KOHTYP 13
TCP PunbTpbl aHTUBaKTEPUArnbHbIE 47
Konscka 1 KaTteTepbl acnvpaLnoHHble 395
C SNeKTPONprBOoAOM Macku aHecTe3vonorn4eckmne 3
Kpecno—-konsicka 1 Komnpecchbl nog TpaxeocTomy 37

«BoTt v npoLuen yeneii MecsL Kak Mbl [OayYun
Tak Heobxoavmble ans Hac [yrnbCoKCUMETP y Me—
Lok Amb6y. PaHbLue 1 ipocTo gymana, 4To OHU Ham
HY>KHbI, Terepb, KOrfga OHU Y HAac ecTb f1 MOHUMAaK
— 3710 bbINa Xu3HeHHass HeobxogmumocTs! Tenepb y
Hac ecTb BO3MOXHOCTb OTC/IEXVBATb COCTOSHUE
AnVHbI, YPOBEHb HACLILEHWST KUCI0POAOM, Wi
MHa4e roBops — HACKO/bKO XOPOLLIO OHa abiumnT!!!
[epviogn4eckuy MOHUTOP rokasar, 4YTo npobnemMsi
C ObIXaHWeMm 0fHO3Ha4YHO eCTb — [OBOSbHO 4acTo
rnokasartenv bbIBatoT Ha ypoBHe 92-93!!

V1 BOT TyT Ham Kak pa3 npurox[aeTcs Hall HOBbIV
TPeHaxep Ansl AbIXaTeNnbHOW MycKynaTypbl — Me—
ok Amby. K c4acTbio, npuBbIKaHUE K HEMY Mpo—
LU0 y HAc [OBOSIbHO N1Eerko — AnnHa oYty C POX—
[JEeHWS1 3HAET, YTO 3apsaKa —04eHb BaxHa! A HoBbIV
rnpubop BOCMPUHUMAET Kak TpeHaxep (Tak Kak v
ecTb Ha camom ferne, B 06L4emM-T0o). Hagetocs, Mbi
Jenaem Bce rnpaBuibHO!

XKunsHb CMAWnvKa, — YernoBeka Co CrviHaIbHOW MbILLIEYHOV aMUoTPohme — K co—
XKaneHuro, HEBO3MOXXHa 6e3 JoMNoNHUTENbLHON TEXHUKK 1 annapaTypsbl. V1 kaxabii an—
napar, v npubop peanbHO AAeT LUAHC MPOCHYTLCS ELLE 0AHO YTPO, MPOXUTb eLLe OaMH
[eHb!

C Baluen nomoLybto B Halem apceHane 6opbbbl ¢ KoBapHOV 601e3HbH MOSIBUMTACH
04€eHb BaxHble rnpubopsbl, KOTOPbIE, HAAEHCh, MOMOryT HaMm Kak MOXHO 6oree aghghek—
TUBHO [bILLI&Tb, MEHbLLIE BOSTLCS MPOCTYAHbLIX 60Ne3HEN.

W 51, mama Anunbl, xody ckasats Bam EO0JTBLLIOE matepuHckoe CIMTACKHIBEO! Cnacvbo
3a 0T3bIBYMBOCTb, 3@ JOOPOTY BALLVX CEPAEL], 38 BaLLy NPOTAHYTYH PYKY MOMOLLY MHE
n moemy peberky! CITACVIBO!»

Mama Anunbi A.
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NMpoexT
AsanTauunn

Kakyio npob6nemy pewaem

BonbHble co CMA 1 1x ceMbM H4acTo BbiNagatoT 3 aKTUBHOM COLMANbHOM XXM3HN N3—3a CbI/ISVI‘-IECKVIX OrpaHnYeHnn,
Bbl3BaHHbIX 60NE3HbIO, HerlpI/ICI'IOCOGJ'IGHHOCTVI OKpy>atoLLen cpenpbl, He r0TOBHOCTHU obulecTtea NPVHATL NOAEN C
ocobeHHocTAMWU. MHOMrMM cemMbsim TPYAHO NPUHATL OMarH03, He nosy4nBe KBaJ’]VICbI/IU,l/IpOBaHHOVI cBoeBpeMeHHoW
nopgaepXxm oHM Bce bonblLe 3aMbIKaloTCA B cebe 1 CBOMX r|p06nerv|ax. WHTennekT y 6onbHbIX co CMA He HapyLUeH,
HO M3—3a HEeBO3MOXHOCTU MOMHOLIEHHO W aKTMBHO B3aUMOOENCTBOBATb C OKPY>XEHWEM OHU 4acTo He MOoryt
peann3oBaTb CBOW noTeHuuan, YyBCTBYHOT cebsa He HY>XHbIMWN 1 6pOLLleHHbIMl/I. prr 06L1eHMs BOMbHbIX YacTo
orpaHm4ymBaeTcA Bnvxanwmmm poacTBeEHHMKaAMKM, 3HAaKOMbIMW CO CMA nnn apyrmMm onarHo3amMm 1 megukamu.

Llenb

NMomoyb 6onbHeIM co CMA 1 ux cemMbam afanTUpoBaTbCA K CMOXHOW XW3HEeHHOW cuTyauuu, cBA3aHHON C
ONarHo30M. COXpaHMTb CeMbN B KadeCTBe MNONHOUEeHHbIX y4aCTHMKOB 0BLLIECTBEHHOM XN3HW. CTVIMyﬂVIpOBaTb
CEéMbU K peLleHunto COBCTBEHHbIX npoﬁneM, a He ABNATbLCA MacCMBHbIMU I'IOTpEﬁVITeJ'IﬂMI/I coumanbHbIX Bnar,
rapaHTUPOBAHHbLIX TOCYAAaPCTBOM. [laTb NOHATL, 4TO ¢ 60NE3HbLI0 HE 3aKAHYMBAEBTCS XN3Hb.

Cytb npoekra

Oka3zaHne BCECTOPOHHEN MOMOLLUM 1 MOJAERXKN OeTsaMm 1 B3pocneiM co CMA, a Takxke nx cemMbam 1 6nmnskmm
noasam.

AkTuBM3auma naumeHtckoro coobulectsa CMA, HanaxwuBaHve B3aWMOOENCTBWSA, COTPyOHW4YecTBa, 0bmeH
3HaHVAMU 1 OMbITOM M0 YXO4Y W nomoLum naumeHTam co CMA mexpgy cembsamum.

CopencTBue B uHTErpaumn B 06LLECTBO B3POCNbIX M OeTel CO CUHaNbHOW MbILLeYHO aTpodmen 1 gpyrumm
HEPBHO—MbILLEYHbIMX 3a60neBaHMAMN 1 MOMOLLb B afanTaumm B COXHOM XU3HEHHOW CUTyaLMK, CBA3aHHOM C
OVNarHo30M CEMbSIM, BOCMUTLIBAIOLLMM AETEN 1 B3POCHbIM C 3TUMKN 3aboneBaHnsMu.

CopencTBue B NpoBeAeHM 1 NpPoBefAeHWe KynNbTYpPHO—MaCCOoBbIX U APYrMX MEpPONpUSTAA C y4acTMeM Cemel C
LAETbMW 1 B3POCIIbIX CO CNHANBLHON MbILLEYHO aTpodinert 1 pyrMmMn HEPBHO—MbILLIEYHBIMY 3ab0neBaHnaMU, UX
cemen n bnnaknx.
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OcHoBHbIE AoCTNXEeHUN

Tened)oHHble KOHCYNbTaLMN

BonbLUMHCTBO cemel XUBYT O0BOMLHO Aaneko ot MocKBbI U 4acTo He
MMEKT BO3MOXHOCTb MOMYYUTL HE TONbKO MPaMOTHYH MEOULIMHCKYH
NMOMOLLb, HO 1 MHhopMaumio 0 3aboneBaHnn. Mbl cTpeMmUMca K TOMY,
4yTobbl MOMOLLE BbiNa AOCTYNHA BCEM, MO3TOMY C YAOBOMLCTBUMEM
KOHCYNbTUPYEM CeMbM Mo TenedioHy, 0TBeYas, kak Ha 06LLye BONpoChI
no CMA, Tak 1 Ha [OOBONbHO pefakue, cneundnyeckmne TonbKo Ans
JaHHOW KOHKPEeTHOM CeMbW BOMPOCHI.

BoT nuLwb HekoTopble N3 TEM, C KOTOPbIMW K HaM 06paLlanuch:

MepunumHckoe 06opyaoBaHWe 1 pacxofHble MaTepuansl 128
KnuHnyeckme ncnbitaHnsa n nekapcTeo 76
O pabote thoHpa unm ero nporpaMmm 64
OcobeHHocTu conpoBoxaeHua nauymeHTos co CMA Bo 40
BPEMS pecrnmpaTopHbIx 3a6oneBaHui

"eHeTuka: HocuTenbcTBO, NpeHaTansHasa AMarHocTrKa, 30
[OHK tecT

MpuBuekax npy CMA 28
OcobeHHocTu odhopmnermsa VIMPA 24
[encTBusi B 3KCTPEHHbIX CUTYaLIMAX 20
OcobeHHocTy paumoHa npu CMA 14
O6pa3zoBaHue 14
Opranunsaums VIBJ1 Ha pomy 13
PebeHok B peaHnmaumm, 4To genatb? 12
Cwupenku 8
Bcero 471

Fpynnbl nopaepXxKu

B coumanbHbIx ceTax Bbinn co3gaHbl rpynnbl NOQAEPXKN, rae poguTe—
nun getent co CMA n B3pocnble 6onbHble co CMA MoryT nonyymTb KOH-
cynbTauum COTPYOHMKOB 1 BONOHTEPOB OHAA, 8 TaKXe OpYyrnx y4acT—
HWKOB rpynmn.

KoopauHatopbl B permoHax

Hawa ctpaHa — o4eHb 6onbluas 1 pa3bpoc B paccToSHUM — TOXE, a
NMOMOLLb HY>XHa BCEM, HE3aBUCMMO OT MecTa npoxusaHusa. CeTb Ko—
OpPANHaTOPOB B pervoHax nomoraeT Havbonee 3ahdexkTMBHO BbICTpa—
MBaTb CMCTEMY MOMOLLIM 1 COMPOBOXAEHWHA CEMEWN, CTONKHYBLLNXCH CO
CMA.

PervioHanbHble KOOpAMHATOPbLI XOPOLUO 3HAaKOMbl C npobrnemamm un
CNOXHOCTAMMW, C KOTOPbIMM CTankmMBatoTCs CEMbMW, 3HAOT 06 ocobeH—
HocTax 3abonesaHus 1 yxoga. Kak npasuno, Bce koopanHaTopsl BX®
«Cembn CMA» camun aBnsatoTca nubo pogutenamum peberHka co CMA,
nnbo naumeHTom co CMA.

B 2016 ropy xoopgvHaTopbl AEACTBOBANM B TaKMX PErvoHaXx, Kak
CankT-lleTepbypr, TatapctaH, Kanyxckas obnactb, Kuposckas 06—
nacTb, TromeHckana obnacTb, Apocnasckas 0bnactb, KpacHogapckui
kpawn, Antanckux kpawn, Kypckas obnacTtb. EcTb Takxe koopgvmHaTop
onst Bapocnbix ntogert co CMA. B paHHbIx pervoHax npoxwusaeT 6onee
100 cemei ¢ 3TUM ANarHo30M.

KaxgblI pernoH Hallen cTpaHbl UMeeT CBOM 0COHEHHOCTM, B KaXXA0M —
pa3Hoe KoNM4YecTBO CEMEW, pa3Hble BO3MOXHOCTM MOMY4YUTL MOMOLLb.
Ho B kaxaom 13 Hux — bnarogaps paboTe hoHAa 1 HALLWX pernoHans—
HbIX KOOPAMHATOPOB M3 4YMCna CEMEN — CTAHOBUTCH BO3MOXHbLIM TO,

4YTO eLLe COBCEM HeENABHO Ka3aliloCb HEBO3MOXHbIM.




Meponpusatua ans cemen

CoTpygHrkamn dhoHga W pervoHanbHbIMU Ko—
opavHaTopamy Bbino opraHM3oBaHo U NpoBe-
OeHOo 9 meponpuaTvii gnsa cemeil.

HdocyroBbie MeponpusaTia 415 BCEN CEMbM
npownm B Mockee 1 CaHkT-eTepbypre. O6e
BCTpeU Gbiny NOCBSALLEHEI NMPa3QHOBaHMI0 HO—
BOrO rofa W NpoxXogunv B TEMMOW OPYXXECKON
o6cTaHoBke. [leTy nonyymnm BO3MOXXHOCTb Mo—
BECENUTLCS, a8 POAUTENM MPOCTO Noo6LLaTheA
OPYr C APYroM 1 OTAOXHYTb.

Berpeun popurtenei npownu B KpacHopape
n TiomeHn. B TiomeHn poguTtenn cmorim no-
obLaTbcA Apyr ¢ opyrom, NogennTsea obLummm
npobnemMamm 1 pagocTAMU U NPOCTO OTAOXHYTh.
B KpacHogapckom kpae npowunv gsa oby4a-
owunx meponpuatua. B aBrycte — BcTpeda co
CMeLumanMcToM no KMHE3NOTEeNNMPOBaHUIO, a B
okTAbpe BCcTpeYa ana obcyxaeHne nonyyYeHHbIX
Ha KoHhbepeHLUMn 3HaHUI, a Takxxe 0BMeH onbl—
ToM yxofa 3a getbmun co CMA mexpy pogute—
NAMI.

B CaHkT-lleTepbypre npoLunm
TBOpYECKME  3aHATUA B pamMKax npo-
ekTa «TBOpP4ECTBO 6e3 rpaHunLy

(«(CREATIVITY  without  BORDERS and
BARRIERS»). B HMX npuHanu y4actue cembu
co CMA n3 CankT-lletepbypra, YnbaHoBcka 1
Bonorgbl. BmecTe ¢ xygoxHukamu, negaroramm
1N O0eTbMW, 3aHUMAaOLLMECH B AU3aiH-CTyauu
[Bopua pebsATa co3gaBan HEBEPOATHbLIE BELLIM.
Bce paboTbl pebAT cTaHyT 4acTbi BbICTaBKW,
MOCBSALLEHHOM M3y4YeHno 0MbKI10pa 1 UCTOPUK
Tpex CcTpaH-y4acTHWL npoekta — Poccun,
ScToHUY U PUHNAHOUN.

WUrpa Tamubii Hden Mopos 6bina opraHv—
30BaHa dhoHgom B fekabpe 20716 roga. Vges
Urpbl 04eHb MpOCTa: KaXAabl y4acTHUK akumn
OAHOBPEMEHHO CTAHOBUTCS ANA KOro-To Tan—
HeiM [Jenom Moposom, a onsa Kkoro-To — agpe—
caToM. 3TO 3Ha4MT, YTO BCE NOMy4atoT NOJAPOK
OT HEe3HaKOMOro 4enoBeka W AapsaT NOJapok
APYromMy HesHakoMoMmy 4enoseky. Ho o Tom, KTo
OH, OTKYA3, KaK ero 30BYT, OHW Y3HAIKOT TONbKO
nocne nony4YeHvsa nogapka. B wrpe npuHanu
yyactue 90 yenosek u3 5 cTpaH.

Mol cTpemMumMmcst K TOMy, YTOBbI OesTeNbHOCTb
thoHpa Bbina oTKPbLITON, 8 CEMbU NALNEHTOB CO
CMA mornm akTVBHO y4acTBOBaTb B AesTenb—
HocTu choHaa. /IMEHHO NO3TOMY Mbl pPEryNspHO
nposogvm Online Betpeun. B 2016 rogy 6bino
NpoBeLEeHO [Ba OTYETHbIX cobpaHua doHba u
ofiHa BCTpeYa Ha TeMy «AKTVBHOCTb NaLMeHT—
cKoro coobLecTsa B OTHOLLEHW HOBOrO Mpe-

napata gnsa nedvexHma CMAY.
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(MMuHaHCOBLIN OTHET

NOCTYNMJNEHNA Cymma %
[NpoekT «AgpecHas NoOMOLLb AETSM 1 B3POCNbIMY 92 388 12
YcTaBHble Lenu 569 357 73
AOMVHUCTpPaTBHbIE Pacxofpl 21 500 3
[eAatenbHOCTb, NPUHOCSLLAA A0X0A 100 000 13
Wroro nocrynneHus: 783 245

PACXOAbI Cymma %
[NpoekT «AgpecHas NoOMOLLb OETSM 1 B3POCNbIMY 265077 91
NpoexT «Agantaumay 9600 2
[NpoexT «Oby4eHre 1 pa3BuTne) 177 102 34
AgmMuHMCTpaTUBHbIE pacxodbl 66 788 13
Wrtoro pacxopbi: 518 526

Cymma ueneBbIx cpecTB 1 noxepTsoBaHuii, nocTynuseLvx B 2016 rogy coctasuna 783 ToiIC.

pybnen, npy atom 6bino ncnons3osaHo 5418 Teic. pybnen, B TOM Yncne Ha agMUHUCTPaTUBHO—
ynpasneH4eckume pacxogbl — 66 TbIc. pybnen (13 % oT ncnonb3oBaHHbLIX CPEACTB), Ha
peanusauuio bnaroTBopuTenbHbIX Nporpamm — 451 Thic. pybnen.

CMM (no andasury):

reHTcTBo CouynanbHom nHhopmaumm paBmMup.ru
MW/ Poccumckoe areHTcTBO MegmKo— 0OpPY>XECTBO MOMofbIX Bpayemn
coumansbHomn nHgopmaLmm ennmua coumnanbHbIX TEXHOOr i

nnocepgme.ru XO MockBbl
nonatma.BY Uus 2 Web
OCKOBCKWIA KOMCOMoneL, KRU

opTan counanbHO OPUEHTMPOBAHHBLIX
HEKOMMepP4EeCKnx opraHmn3aumin MockBbl

ND.NAME (Hac He JoroHar)

NndopmaumoHHbie nosogsbl (no ancaeurty):

BrycT — Mecsy ocBefomneHHocTn o CMA
OCTYrN POOCTBEHHVKOB B peaHnMaLmio

HhopMaLMOHHbBIE MaTepuarnbl Mo
nogaepXxke naumeHToB C HePBHO—
MbILLIEYHbIMY 3a60neBaHNAMM

nnHuka CMA
CTOpPUWX NaLMEHTOB

npoc rno npobnemam naumeHToB Co
CMVHAaNbHOWM MbILLIEYHOM aTpodinen

annmatmBHada MegmnunHa

epBas BCTpeva CNneumanncToB Co
B3pocnbivu, cTpagatowmmmn CMA

epBas KOHhepeHUUs MO CNNHANBHOWM
MbieyHown atpodnm «KoHdrepeHumna CMAY

po6ne|v|b| B0nbHbIX, HAXOOALLMXCA Ha
MCKYCCTBEHHOWN BEHTUNALMN NETKMX.
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KakK nomo4b

Hdenamn

CraHbTe Hawwmm BonoHTepoM! Mel perynsap—
HO OpraHM30BbIBAEM MEPONpPUATLSA, CO30aeEM
NH(OPMALIMOHHbIE MaTepuanbl, U30aeM KHU—
MM, OTNpaBnseM MoAomne4YHbIM  MOCIIKW...
[eno ana xopollero Yenoseka Bcerga Han—
petcs. U, moxeT bbITb, HaM 04eHb He XBaTaeT
MMEHHO BaLLlero TanaHta?

PRO-bono

Ecnn Bbl XOTWTE NOQENWTBCA  CBOUMM
YHUKamNbHLIMW 3HAHWUSMU Y YMEHVSMU, Npo-—
OyKUMEeR unu ycnyramMmm — Mbl 6yaemM 04eHb

pagb!!

KopnopaTtusHo

Haw 6narotBopuTenbHbIn  QOHL — 3anH—
TepecoBaH B [ONMOCPOYHbIX W MPOYHbIX
B3aMMOOTHOLLEHNSAX C KOMMaHUAMW, KOTO—
pble rOTOBbl MaTepuanbHO MopdepXaTb
thoHg, y4acTBOBaTL B HaLUMX aKLMsAX, MEPO—
NpuATUAX, KOHepeHumax. Ham  BaxHO
NopaepXmnBaTh YBEPEHHOCTb B HAC HE TOMbKO
HaLUWX Nogomne4HbIX, HO 1 HALIMX NMapTHEPOB.

HeHbramn

Kaxpoe noxepTBoBaHWe MNpubnvxaeT Hac
K MOKYMNKe >XM3HEHHO BaXXHOro obopynoBa-—
HUST NS NofoneYHbix hoHaa 1 peanuaauunm
Halmx npoekToB. Mbl 6ygem 6naropgapHbl
BaM 3a Mobyo cymmy.

Bbl MoxeTe ochopMnTb pasoBoe Unu pery-
NSPHOE MOXEepTBOBaHWE Ha CcheunanbHON
cTpaHuue hoHga www.f-sma.ru nnm otnpa-—
BuB CMC Ha kopoTkun Homep 3443 co
cnosoMm CMA v yepes npoben ykasaTb CyM—
My MOXEepTBOBaHWA uudpamu, Hanpumep,
CMA 300.

@
(J

HALUN PEKBN3UTbI
ANnA BESHAJINYHOIO NEPEBOLA:

bnaroTeBopuTenebHbIn hoHA NoMoLLm 60MbHbIM
CMNVHaNbHOM MblLLeYHOM aTpotrern N gpyrmmu
HEepPBHO—MbILLEYHbIMN 3aboneBaHusaIMMn
«Cembun CMAY

MHH/KNN 7724342940,/772401001
OPIrH 1157700018816
OKno 51247736

OKB3 65.23

Op. appec: 115408, Mocksa, yn.
Bopucosckue npyael, . 48 kopn. 2 kB. 2711

MouroBbin agpec: 115408, Mocksa, yn.
Bopucosckue npyapl, a. 48 kopn. 2 k. 2171

P/c 40/703810438000003439
BAHK [TAO CBEPBAHK

K/c 30101810400000000225
BUK 044525225

MNoxxanyicra, genaa 6e3HanN4HbINA
nepeBoA, YKaXkute cnenyiowyio
uHchopmayumio:

KOHTakTbl xepTtBoaTtena (P10, e-mail,
NOYTOBbLIV aApec nnu TenedoH);

HasHna4veHue nnarexa:
bnaroTBopuUTENbHOE

No>XepTBOBaHWE Ha yCTaBHble Lenu (unm
Ha onpefeneHHbIN NPoeKT, ecnu Bel xotuTe
noAep>xaTb KakoM—TO KOHKPETHbIV MPOEKT).
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BAarorsoputrenbHsbi GoHA
«Cembun CMA»

KOHTaKTbLI:

@ +7 (495) S44 49 89

& info@f-sma.ru

e www.f-sma.ru



