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BbiTb poautensmn pebeHka co CMA - HEBEPOSITHO TSHKENO U
TpebyeT konoccanbHbIX CUS, TEPNEHUs, CTOMKOCTU 1 cunbl ayxa. Motu-
BaUMsl pOAMTENEN HEN3NEYNMO OONbHOro pebeHka MOXET AepXaTbCA
WCKITHYUTENBHO Ha NX aKTMBHOW POSiN B €XX€OHEBHOM B3aMOOENCTBUM
¢ 6onesHbto. [1na 3TOro MM HY>XHO rAe-To Yepnatb pecypchbl, MHGopMa-
LI, 3HaTb, YTO MM €CTb K KOMY 006paTUTbCS 3@ MOMOLLIbIO Y COBETOM.
VIMEHHO NOSTOMY TaKoM Ba)KHOW OKa3blBaeTCs Nogaep»Kka ceMen, CTon-
KHyBLUMXCS ¢ 6onesHbio. C camoro Hayana, ¢ MOMeHTa AvMarHosa 1 Ha
NPOTSPKEHUN BCEN XM3HU. I IMEHHO TaKyto 3agadvy CTaBuT nepes cobori
doHg «Cembn CMA».

CrnoBo «cemMbu» B HasBaHuM (POHOA MHOMAA KaXXETCS YyXKepopn-
HbIM U CTpaHHbIM. HO OHO 3aech - He cny4variHo. Korga Tskeno 6oneet
pebeHok - ¢ HUM GorneeT BCA CEMbsS U B 3alUMTE U MOKPOBUTENbCTBE
Hy>XgarTcs Bce ee YneHbl. Mbl He paboTtaemM Tonbko ¢ 6ONE3Hb0, Mbl
pabotaem c Temu npobrnemamm u 3agadyamu, KOTOpble OHa CTaBUT
nepen CeMben, CTaBUT nepen Hamu.

Mbl B boHe ybexaeHbl, YTO ecrnv NpeoaoneTb CAOXHOCTU ana-
rHo3a, HayumTbca aTomy, To CMA - CTaHOBUTCS MPOCTO AMAarHo3oMm, C
KOTOPbIM MOXHO >XUTb U OblTb CHACTNMBbLIMU. I ONbIT MHOIMX U3 HALLNX
NOAOMEYHbLIX CEMEN - TOMY MPUMEP.

OpHaxabl Mama 0gHOro M3 HaluMX MOAONeYHbIX ckasana: «bna-
rogaps CMA Mbl HayYMIIUCb LIEHUTb TO, YTO OObIYHbLIE POAUTENN MPUHN-
MaloT 3a AaHHOCTb...». OTO BbICTpadaHHas rogamm 60pb0Obl ¢ 60Me3HbH
Mbicrb. CnpaBnasicb ¢ NOcrneacTBUAMU OOMe3HN, Mbl YYMMCS LIEHUTb
Ka)KOoe MrHOBEHME, KaXKObl HOBbIN AEHb, KaXKOblA LUAr UM Kaxmoe
cnoBo pebeHka, ObiTb 6onee BHUMATENbHBIMU K CEDE 1 OKpPY>KatOLLIMM.
3OTO AEeNCTBUTENBHO Ba)HO.

YKn3Hb HalLMX NOoAoneYHbIX COCTOUT U3 MHOXECTBA MCMbITaHUN
KaXkablvi eHb, HO OHa No NpeXHeMy ocTaeTcd YygecHoun. [1a, y HUX ecTb
OrpaHUYeHMs1, HO 3TU OrpPaHUYEHNSS MOXKHO MOMOYb NPEOAOSIETb U OHU
He B COCTOSIHMM OCTaHOBUTb UX! Y Kaxkgomn Hallen ceMbu eCcTb noTpsca-
FOLLMIA, YHUKamNbHbBIA OMbIT, KOTOPbIA BOOXHOBMASET HAac Ha paboTy Kax-
OblA O€Hb.

Hecmotpsa Ha T0, 4To «Cembn CMA» - monogon oHA, NosiBUB-
wurica B koHue 2015r. Mbl ycnenu paspabotaTb HECKOSMbKO BaXKHbIX
nporpamm gnsa poautenen geten co CMA.

Mbl Obl XOTENN pa3BuBaTbCA Aarblle U OKasbiBaTb MOMOLLb BCEM
poauTenam, Kotopble BocnuTbiBalT aeten ¢ CMA. YTtobbl poguTtenu
Bnagenu aktyanbHOn MHopMaumen, 3Hanm K Yemy roToBUTLCS, YMENu
BOBpPEMS pacno3HaBaTb CUMMTOMbI YXYALIEHUS] U NPeaoCTaBnsTb npa-
BUNbHY Tepanuio. C KaXablM MecsileM MogoneyHbiXx B )oHAE CTa-
HOBUTCS1 BCe Oonblue U camoe OOorbLUIOe Halle XXenaHue - UMEeTb BO3-
MOXXHOCTb MOMOYb KaXXAOW CEMbe, KOTopasi CTOSIKHyNnacb UMK TOMbKO
ctonkHeTcst co CMA. C aTtor 6onesHblo, koTopas He Wwaaut 1 B bopbbe

C KOTOPOW TaK BaXXHO, YTOObI ObINO rae Nony4YmMTb NOAAEPXKKY.
Mbl 04eHb LiEHUM BCeX TeX, KTO MOAAEPKMBAET OEATENbHOCTb
doHAa 1 NomoraeT Ham pa3BuBaTbCs. [loMmoraet HaMm nomorartb.
Bnarogaps Bam - B HalWMx cunax noMoYb 1 NOAAEPXKaTb pogute-
newn B 6opbbe 3a M3Hb 1 300poBbe AeTen!



NHdopmaumnoHHas nporpaMmma

HosocTu Hayku

[pynnbl y4eHbIX N0 BCEMY MUPY MPOOOIIKAOT UCCenoBaTb MeXaHU3M BO3HUK-
HoBeHus 1 pa3sutnsg CMA, Ha BCex YpPOBHSIX, OT KNETOYHOro 4O OpraHu3ma B
LLenoM, BbISBASAOT haKTopbl, BAUSAIOLME HA COCTOSIHME MALUEHTOB C AAHHbLIM
3aboneBaHvieM. B 3 kBapTane doHz nepeBen 1 onyonukoBan ABe cTaTby Kaca-
HOLLMXCA AaHHbIX UCCINEAOBaHWUIA:

- Kak gpecomunt 6enka BbidbiBaeT CMA,;

- TOKCWH CTONOHSAKA MOXET OKa3aTbCsl NEPCMNEKTUBHBIM nedveHnem npyu CMA

KAavHn4yeckme ncnosiTaHus

CnuHanbHasa MbllevHas atpodus — ocTaeTcsl HemanevynmblM 3abonesaHmeM. OgHAKO rpynnbl y4eHbIX akTUBHO paboTatoT
Haf pa3paboTkor nNpenapaToB CNOCOOHbLIX NOAAEpPKaTb COCTOSAHME MaUMeHTa 1 NPeaoTBpaTuTbL pa3Butne 3aboneBaHus.
MpoBogutcs 6onee 18 nporpamm MccrefoBaHUn pasnNnYHbIX BapyaHToB Tepanuy 3abonesaHus. 6 nporpaMm UccneaoBsa-
HW NPOBOAAT B HACTOsILLIEE BPEMS KITMHUYECKME UCMbITaHWs npenapaTtoB Ans neveHns CMA Ha rpynnax naumeHToB. Mbl
cneavm 3a nNocneaHMMm HOBOCTAMM U NyBNuKyem camble BaXkHble HOBOCTM 00 MCCrefoBaHMAX Ha HalLeM CanTe.

3a TekyLwuii kBaptan 6binio onybnukoBaHo 9 cTaTel, pacckasbiBaroLLMX O NMPOXO-
OSLUMX KMUHUYECKUX UCTIBITaHUAX M OTpaKatoLLMe COCTOSIHUE U yCreXmn B JaHHOM
obnacTtu.

Cpean 3HauMMbIX COObITUI TEKYLLEro KBapTana — npuieaLume HoBocTu ob ycne-
Xax pas3paboTku reHHON Tepanun, cBexas MHhopMaLms O 3KCNepPUMEHTaNbHbIX
npenapatax RG7916 n LMIO70, a Takke BaxkHelLIass HOBOCTb O GrM3KoM ycneLwu-
HOM 3aBEpPLUEHUM CTaduMM KIMHUYECKMX UCMbITaHus npenapata Nusinersen u
nogaye OOKYMEHTOB MO AaHHOW Tepanuu Ha pPacCMOTPEHME B perynvpyroLine
000poT NnekapcTBEeHHbIX cpeacTts opraHbl B CLUA n EBpone.

Weekend ze SMA-kiem

26 - 27 aBrycta koMaHga oHaa npuvHMMana ydactue B KpynHevlen esponenckon koHdgepeHuun no CMA B Bapluase
(Monbwa) «Weekend ze SMA-kiem», 4TO NepeBOAMTCSA C MOSbCKOrO Kak «BbixoaHble co Bkycom». KoHdepeHLmo exe-
rogHo opraHusyet nonbckui poHa CMA «Fundacja SMA», B 3TOM rofly oHa coctosiniach yxe B 4-11 pa3 u cobpana 6onee
500 yyacTHMKOB.

YyacTtue B MeXayHapOAHbIX KOH(PEPEeHUUAX - OOUH U3 BaXKHENLLMX UCTOYHMKOB MONyYeHnsa n obmMeHa nHpopmaumen, npe-
KpacHbI cnocob NoBbICUTbL YPOBEHb KOMMETEHLIMM U NMO3HAKOMUTLCHA C paboTon Konmer 1 y3HaTb Kak opraHuM3oBaHa Mno-
MoLb nauneHTam co CMA B apyrux ctpaHax. [ony4yeHHble 3HaHUA U MAen NOMOraltT Ham peanusoBbiBaTb NPOrpaMmbl
doHAa ¢ GonbLuen 3PHMEKTUBHOCTLIO U C YHETOM MEXAYHAPOAHOro onbiTa pabotsl co CMA

KoHdhepeHUMs npoluna B OpyXeCTBEHHOW, Janékon oT dopmanuama, obctaHoBke. [NpurnalleHHble nektopbl 13 Llsen-
uapun, BenvkobputaHum, ®paHuumn n Utanum npencrtaBunu CBOM LOKMaAbl O NOAAEPKMBAIOLLEN Tepanum U NOAXo4ax K
NeYeHno 1 peabunurauumn Npy CNMHanbHON MbILLEYHOW aTpoum, a Takke HOBOCTAMU O BEAYLLIMXCHA KIUHUYECKUX UCChe-
[oBaHuAX. Hebonbluon Aoknaa Mbl NpeacTaBunn O TekyLen cutyauun B Poccum n o Tor JeATenbHOCTU, KOTOPYHO BeaeT
poccurickui cooHg CMA. NoMuMo odouumanbHOM YacTu NporpaMmbl KOHDEPEHLMM HaM yAanoch fny4lle No3HakoMUTLCS C
cutyaumer co CMA B lNonblle 1 apyrnx eBponenckux cTpaHax, NonyyYnTb OrpoOMHOE KONMYECTBO LIEHHOW MHbopMaLun 1
onbiTa, KOTOPbIE NMOMOryT BbICTpamBaTtb paboTy nporpaMmmMm oHAa MakcMManbsHO 3(OEKTUBHO B AaNbHENLLIEM.

fizjopunkt

Centrum Rehabilitacyjno-S;




Mecsiu ocBeAOMNAEHHOCTU

ABryct - Mecsil oCBEAOMAEHHOCTU O CNNHaAbHON MbIWeYyHoW aTpodun. B 3TOT Mecsu B8O BCeM mMupe
NPOBOASITCSI MHHPOPMAUNOHHBIE KaMNaHAN B NOAAEPIXKKY BCEX, KTO CTOAKHYACS1 C 3TuM 3aboneBaHueMm.
B 3TOM roay no nMHUmMaTmsee Hawero oHAa K MeXXAYHapOAHOW MHUUM3TUBE BnepBble NPUCOeANHNAACH
Poccus.

®oHg «Cembn CMA» - eqnHCTBEHHAs opraHu3aums B Poccun, cneunanmsmpyoLascs Ha NoMoLy NioasmM co CnHanbHOM
MbILLEYHOW aTpodmenn N OOQHON M3 OCHOBHbLIX 3aday hOHAa SBMSETCS MOBbILLEHUE YPOBHA OCBEOOMIIEHHOCTU 06 3TOM
3aboneBaHun 1 Hyxgax n notpebHocTax nogen co CMA B obuectBe. PoHA pa3BepHyn B STOT Nepvog KamnaHuio no
NMHOPMMPOBAHUIO O 3aborneBaHMn B CBOMX COLIManbHbIX CETSIX.

CnuHanbHasa MblllevyHas aTtpodus OTHOCUTCS K Tem OonesHsMm, o ©
KOTOpbIX Marno KTo 3HaeT. bonbLlunHCTBO Ntoger y3HatoT o CMA Tonbko "(m
Koraa ctankmBaloTcs ¢ Hel Ha nudHom onbiTe. Ho CMA - ogHO 13 cambix

4YacTO BCTPEYalLUMXCA penknx 3aboreBaHwui, C BbICOKMM YPOBHEM

A 4
HOCUTENbCTBA B Nnonynaunn. I(A)I(Abl“

B TeyeHue mecsiua Mbl exegHEBHO paccKasbiBarnn 0060 BceMm, 4TO XNTEADb HAu’Eﬁ NAAHETbI -

cBa3aHo co CMA — o npuynHax 6GomnesHu, ee BuOax, HEOOXOAMMOM 3AOPOBbLIA HOCUTEABL FrEHA
ONA KM3HM 0BOopydoBaHWKM, MNPUBOAMIM CTATUCTUYECKME [aHHble,

oTBeYaliM Ha BOMNpPOChLI noarnnc4YnKoB, OENUIINCH 3apy6e>|<Hb|M OrnbITOM
N pealribHbIMU UCTOPUNAMIKU CBOUX NMOOOMNEYHbIX.

ECTl NPUMEpHD 2 0 renos MHdopMaLMo 0 ToM, YTo e Takoe CMA. [latb Gonblie uHdbopmaLlmm
85% U3 HUX NpoREASIOT OTYero OHa BO3HWKAET, Kak MpOTeKkaeT, OTBETUTb Ha Camble YacTo
SHTUSHOCTE 8 MoSTe: 3aJaBaeMble BOMPOCHI, CBSA3aHHbIE C 3aboneBaHneM, - BeAb CEeroaHs
& . B cBOOOOHOM [OOCTyne [OOBOMIbHO TPYAHO HaMTW 3acryXMBaloLLYO
§ =y 3 - i«“m O 24 amy ‘.. nosepusa uHgopmaunto o CMA, o yem poHAy perynspHoO roBOpsST
. SN N M MUWYT nogoneyHble ceMbu. KoHeYHO e, Mbl XOTEnu MpUBMeYb
T - l 1 | BHYMaHMe OGLLECTBEHHOCTN K TEM Bbl30BaM, KOTOpbLIE CTaBUT nepeq
T HaLLMMK ceMbsAMM BGONe3Hb 1 pacckasaTb, KaK Mbl Y>Ke CErofHsi, ceiyac

MOXEM MoMoraTb GOMbHbIM CMMHANBHOWM MbILLEYHOWN aTPOdUEN.

acpLREMSTA

YTo Takoe CMA? @ i Acval Hawwei uenbto 6bIr10 Ha AOCTYNHOM M NMOHATHOM KaXXgoMy sidblke AaTb
W,

B pamkax kamnaHuu Bo BTOpY cy660Ty mecsua, 13 aBrycTta, npoLuern
[eHb namsTL: B pasHbIX Yrofikax Mmpa ropenm TbiCa4mn cBeyer B namMsTb
0 Tex, koro 3aTpoHyna CMA u Koro ye HET psaoM C HaMMu.

Kaxgbin yweawmn ot CMA pebeHok nogapui Ham ocoOble 3HAHWS U
onbIT. [MamMsaTb 0 HUX AenaeT Hac HEMHOro cunbHee B 6opbbe ¢ aTon
bonesHblo. Brmarogaps aTMm MOAM CerogHs Mbl MOXEM cnactu
ropasgo GonbLue KUIHEN.

Mbl He cMOXxeM BepHYTb Tex, koro yHecna CMA. Ho moxem Gonblue
LEHUTb YNbIOKN TeX, KTO XUB 1 NMPOJOIHKaeT Kaxabln AeHb 6opoTbCs ¢
©eCKOMMPOMMUCCHBIM BParom - CrnHarbHON MbILLEYHOW aTpodmen.

®
Y
Ans CMA He umeeT SHavYeHUun Axumna npoxoguna nog Xelwreramu #aBryctCMA2016 "
NOA, POCT, BO3PACT, UBET rAas #mecsuocsenoMneHHocTMoCMA, Mo KoTopbiM ee MaTtepuarbl Tenepb

" MECTO pO)KAEHUS MOXHO HanlTu B coumanbHbix ceTax BKoHTakte n Facebook. Mecsy,
0CBeOOMIIEHHOCTM nogdepanu 0Oonee 12 TbicaAY nonb3oBaTenemn

coumarnbHbIX CETEN.




KanvmHuka CMA

«KanHnka CMA» — 3TO coBMeCTHbIN NpoeKkT 6AaroTBoputeAsHOro poHAa «Cembn CMA» 1 MeANLIMHCKOro
ueHTpa «Munaocepave», KOTOpPLIN cyllecTeyeT C Aekabps 2014 roaa. OH NpOBOAUTCSI AAS1 TOro, YTODLI
cemMbW, CTOAKHYBLUMECS1 C ABrHO30M CNUHAAbHAS1 MbIlLEYHas1 aTPOPUSA MOrAN NOAYHUTb HEOBXOANMYIO
nHopmMauuio o 3aboneBaHN N KOHCYAbT3UUN KBAAUDULIMPOB3HHBLIX cneuaAmcTos B obaactn CMA.

B TpeTbemM KBapTane Mbl NpoBeAn 3 BCTPe4Yn NpoeKTa, OAHA U3 KOTOpPbIX bbina ocobeHHON — AASI HaWNX

B3POCAbLIX NoAoNeYHbIX co CMA.

KavHuky CMA
MoceTuno 28 cemen
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Hesponor
AveTonor

24
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‘ Hehpoxupypr
O

PervoHsl

Poccusa: Bnagumupckass obnactb, benropogckass obnactb,
CapatoBckas obnactb, Pecnybnuka Mopaosus, [MeH3nHcKas
obnacTtb, MockBa n MockoBckasa obnacTtb, [arectaH, PasaHckas
obnactb, BopoHexckas obnactb, TBepckad obnactb,
YnbsiHOBckas obnacTtb, Apocnaeckass obnactb, WxeBckas
obnactb, PoctoeBckasa obnactb, Mapun 3n pecnybnuka,
Bonrorpaackas obnactb, CBepanosckast obnacTb.

Benapychb, YkpauHa.

WNHCTpYKTOPp
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NMyAbMOHOAOI

Mcuxonor

MNeanaTp

MNepsan «KAanHuka CMA ann B3pOCABLIX» NIOAL 2016r.

CneunanbHO AAR B3POCALIX

O6blyHO BeTpeun «KnuHukm CMA» OpUEeHTMpPOBaHblI Ha OETEeN U UX
poouTenen, XoTa ee ABEPU BCerga OTKPbITbl AN HALLMX MOAOMEYHbIX
ntoboro Bospacta. OgHako 3a4acTtyto 6bIBaeT TpyaHO HAUTU MEOULNH-
CKOro cneuuanucra, KOTopbld MOr Obl MPOKOHCYNLTUPOBaTb MMEHHO
B3pocnoro yenoseka co CMA, 1 OH BbIHY>XOeH OCTaBaTbCs OOUH Ha
OOMH CO CBOMM 3aborneBaHMeM. A MexXay TEM OHW TakKe MUCMbITbI-
BalOT TPYAHOCTU, KOTOPblE OHO 32 COOOWM BrieYeT, U UM He MEHbLUE,
yeM OEeTAM, HyXHa KBanuuLMpoBaHHas NomoLllb. VIMEHHO mo3aToMy
doHa pewwmnn Bnepsble npoBectn «KnuHuky CMA» cneumanbHO Ans
B3pOCIbIX, CAENaB B X04e Hee akLUeHT Ha npobnemMax, ¢ KOTopbIMn 3TH
noau CTankuBarTcs B NOBCEAHEBHOW »M3HM 1 Bopbbe ¢ 6onesHblo.
12 B3pocnbix naumeHtoB co CMA n3 pasHbIX PErmoHOB CTpaHbl CO-
6panuck 16 nons, YTobbl Nony4nUTb MHOPMaLMO O BGONE3HN U KOH-
cynbTaumm Bpayen.



AeKunoHHan 4YacTb

[Ons 6onbHbix CMA 1 nx Bnmnsknx Ba)kHO He TONbKo obnaaaTth ooLLeln
MHopmaumen o 3aboneBaHUM, HO U MOHUMATb, YTO MPOUCXOAUT
C OpraHM3MOM B [AaHHbI MOMEHT, 3HaTb O MPOrHo3ax, 0 criocobax
OTCPOMUTb YXYALIEHME W cAenatb >Xu3Hb 0Oonee KOMJOPTHOMN.
MmeHHo noatomy «KnuHuka CMA» Bcerga HaumMHaeTca ¢ obLuen
OIS NoAoneyYHbiX U MX ONU3KMX NEKUMOHHOWM 4acTu, B STOT pas
OHa Oblna MnocBsllleHa «TPEM [MaBHbIM CHOXHOCTSIM»: CKOIMO3Y
n gedopmaumsam, nuTaHUo U OblxaHuio. Herpoxupypr AHOpewn
BaknaHoB nogpobHO pacckasanm O XUPYPrMYyeckon KOoppeKumu
ckonmo3sa y nauuneHtoB co CMA, Befb y O0onbLUMHCTBA U3-3a NOTEPU
BO3MOXHOCTN [OBUraTtbCA MPOrpeCcCUMpYyrOT CKOMMO3 U KOHTPaKTypbl
cyctaBoB. Bacwnuii LUTabHuukMn nogpobHO oOcTaHoBWUICA Ha
Ba)XHOCTM CBOEBPEMEHHOW pecnMpaTopHON Tepanum u O TOM, Kakune
OMarHoctmyeckne npouenypbl Heobxogumo MNpOBOAWTb, YTOObI
BOBPEMSI €€ HaYaTb M NMO3HAKOMUIT C MEANLIMHCKMM 060pyAOBaHMEM,
KOTOPOE MOXHO WCMNofb30BaTb ANl 0brerdyeHus CUMMNTOMOB W
KOppeKuMn [AOpixaTenbHblX npobnem. HekoTopble cnywarenu
pewmnunck nonpoboBatb 0bopynoBaHMe Ha cebe BO BpemMs CaMoMn
nekumn. O6 ocHoBax MUTaHMS B OCTaBLUEECS BPEMS pacckasan
auetonora AHgpen Bawypa. HecMOTps Ha TO, YTO KaXXOblW U3 HUX
ye gaBHo xuBeT co CMA u gaBHO Hay4yunuCb CMNpPaBRASTbCS C
OCHOBHbIMW NPOSABIEHNAMN OONE3HN, BCE C MHTEPECOM BMUTLIBANM
MHpopMaLno ceMMHapoB Ha obOuler 4YacTu W 3agaBanv MHOMO
BOMPOCOB.

«bBbIfI0 04EHBb MPUSIMHO OKa3ambCsi mym,
100U 80Kpye bbiu makue dobpble u
oma3bigqusbie. Mkl ¢ cecmpoli enepabie
cMo2/Iu, mocemums Xpam u 3mo nodapu-
710 owyweHue nokosi u padocmu. Takxe
6bina pada ecmpemumscsi ¢ 0ego4kamu
u3 epynnbi 8 xusyr, 00 3mo2o obwa-
Jlucb MosibKO 8 cemu»

«O4YeHb MpusmHoO 3Hamb, 4Ymo S He OOUH U
ecmb K KoMy obpamumbcsi 3a KOHCYflbmauyu-
el. KnuHuka CMA o4eHb rnonesHa Orisi 8cex,
MarieHbKUX MayueHmos U 83p0C/IbIX.

JlekyuoHHasi 4Yacme O4YeHb [1OHPasUIIach.
MHoeue, nodHsimble eornpockl Ha obuwel 4a-
cmu, 071t MeHs 6binu HO8bI U UHMEPECHBI. »

NHAuBMAYaAbHbIE KOHCYALTaUUU

Bce nHovBrayanbHble BOMPOCHI NAaUMEHTOB nocrne pa3bupanucb Ha
WMHOMBUOYaNbHbIX KOHCYMbTaUMsX CO creuvanuctamMmm (HEBPOJSIOL,
NyrbMOHOSON,  (PU3NYECKUA TepaneBT, MCUXOSION, HENPOXUPYPT,
avetonor). Kaxabin naumeHT Takke CMOr MPOBECTU UCCIEeLOoBaHue
ObIXaTenbHON (YyHKUMM (CAMPOMETPUIO), a WX COMpoBOXAarLmne
CMOIMN MOCETUTb CEMMHApP MO MaTpPOHaKHOMY yxopy EkaTtepuHbl
[uxTtep.

He meHee BaXHbIM 1 pafoCTHLIM cTaria BO3MOXHOCTb NoobLyaThes,
BEedb YYMTblBas TEPPUTOPUAnbHYO YAaneHHOCTb U Mnpobnembl
C nepemMelLeHneM (MoYTy Bce B3pocTible, MpuexaBLume Ha «KnuHuky»
nepeaBuUratoTCs Mpy NMOMOLLM KOMSICOK), - TaKMe BCTPEYM CriyyaroTcs
HevacTo.




PernoHol

CeTb KOOPAVHATOPOB B pernoHax nomoraet Hanbonee 3hPpeKTUBHO BbICTPaMBATb CUCTEMY MOMOLUN U
CONpOBOXKAEHUS CemMein, CTOAKHYBLUMXCS co CMA.

B HacTtosinin MOMEHT KOOPAMHATOPbl eCTb B TakuxX pernoHax, Kak CaHkT-MNeTtepbypr, TaTapcTaH,
Kany»ckas obnactb, Knposckast obAacTb, TiomeHcKast obAacTb, SIpocAaBckasn obAacTb, KpacHoAapckui
Kpain, AATaNCKuX Kpan, IKypckas obAacTb. ECTb TalkoKke KOOPAVHATOP AAS B3POCALIX Atoaelt co CMA. Bcero
B AaHHbIX permoHax npoXkmueaeT 116 cemein C 3 TM ANArHO30M.

Ka>kabIh permoH Halleln cTpaHbl MeeT cBo 0COBeHHOCTU, B Ka)KAOM — pa3HOe KOANYeCcTBO cemMel, pasHblie
BO3MOXXHOCTU NOAYHUTb NOMOLLbL. HO B Ka)KAOM 13 HMUX — BAaroaaps paboTe poHAa 1 HaWNX perMoHaNb-
HbIX KOOPAVNHaTOPOB U3 YNCA3 CceMmeil — CTaHOBUTCS BO3MOYKHbIM TO, HYTO eLle coBCeM HeAaBHO Ka3aA0Ch
HEesO03MO>KHbIM.

KpacHoAapcKuii Kpan

FanuHa MpuropbeBa, koopanHatop B KpacHoaapckom Kpae pacckasbiBaeT o
TOM, YTO TaKkoe GblTb KOOPAMHATOPOM B PErvioHe:

«lMocne yxoda Moen AeBOYKU 51 McKana OTBET «YTo xe crnyynnocb?y. «MoxHo
nn BbINo N3MEHUTb YTO-TO?». K coxxaneHuto, 06 ee NCTUHHOM 3aboneBaHy Mbl
y3Hanu Bcero 3a ABa roga Ao ee cMepTu, MO3TOMY S MHOFOro He 3Hana, He no-
HVYMana, AyMato no3ToMy M He CMOrfa el MoOMOYb...
A oyeHb 3axoTena TaKke nomoratb APYrMM CEMbSAM, CTONKHYBLUMMCS C 3Ton 60-
Ne3Hblo, Beb cCamMa He MoHacrbILLKe 3Hato, YTO Marno CneuuanncToB, KOTOPbIe MOTyT KBanmduumpo-
BaHO NOMOYb TakUM AeTkaMm. Y3Hana o cyulecTtsytowen Accoumauun naumeHtoB co CMA n cdoHge
«Cembu CMAY, KOTOpbl€ 3aHNMAIOTCA MMEHHO 3TON BONE3HBLIO U NPEeAnoXnna CBOK NMOMOLLb.
Y Hac B KpacHogapckom kpae, bnarogaps Hadany Moen KOopANHaTOPCKOW AeATENbHOCTU POAUTENN 00beANHUINCE: 0bMe-
HMBaOTCA MHpopMaLumen 1 onbiTom xun3Hu co CMA, coBeTytoT CrieumanucToB, KOTOpble KOMNETEHTHLI B Bonpocax CMA,
0B6MmeHMBaloTCH MHAOPMaLMen, KOTOPYIO yCrbIllany Ha ceMuHapax B Apyrmx pernoHax n B Mockse.
Ye npoBenu nepBble perMoHarnbHble MEPONPUSATUSA: CEMUHApP CO CreumanucTom Mo TEMNMPOBaHUIO, NIaHNpyemM poau-
TENbCKY BCTPeYy ¢ peabunmTonorom.
YT0 M3meHunock ¢ Mmoen gesatenbHocTbio?!.. [lymato, pogutenu ctanu 6onee yBepeHHen cebs YyBCcTBOBaTh. YyBCTBOBATb,
YTO OHU HE OfHM CO CBOMMM NpobrieMamMmn 1 YTO eCTb K KOMY 06paTUTbCS, ECNN YTO-TO UX BOSNTHYET UM HY)XXHA NOAAEpXKKa.
MHorue pervoHanbHble Bpayiy MHpOPMUPOBaHbLI O CaMoK accouuaumm, oHae Y Hann4um KoopamMHaTopa B permoHe, roto-
Bbl COTPYAHUYaTb.

Bnepeawn ewe MHoro pabotbl. Ho Ha4ano nomnoxeHo»

C ceHTs0psa B KpacHogapckom Kpae croxunach gobpas Tpaguums — ety co
CMA B pervoHe nomny4yatoT BKYCHblE NOAAPKU HA OHW POXOEHUS OT KynuHapa-
KoHauTepa.

B peectpe CMA Ha paHHbIN MOMeHT HaxoguTtbcs 17 cemen co CMA u3
KpacHogapckoro kpasi. OKOmno MOMOBUHbBI U3 HUX 3aMOSHUMN aHKETY peecTpa
nocre obLieHus ¢ ManuHon.

B aBrycte npowna BCcTpedya CemMel CO  CNeuuanuctom Mo
KnHeaunoTtennupoBaHuio AHapyceHko HO.B. Ha BcTpeye poauTtenu nomny4mnm
MHOrO MOSIE3HOM U LIEHHOM WHbopMauun. locne BCTpeyn opraHu3oBanu
YaenuTne, U 3a Yallevykon Yas Cembu OEeNUnucb Apyr ¢ ApYyroMm CBOVMU
OOCTVKEHUSIMW, PagocTaAMM M nnaHamu. Bcem Tak MOHpaBMIOCb, 4TO
POAMTENbLCKME BCTPEYM CO CreLmanmcTamMmm peLumnm NpoBoAMTb 1 AanbLue.




AaspecHas NnoMoLlb

Mporpamma aApecHO NOMOLLY CEMbSIM SIBASIETCSI AONOAHEHEM K To paboTe, KOTopylo (OHA eXXKeAHeBHO
BEAEeT CO CBOMMU NOAONE4YHbIMWN, KOHCYALTUPYS U MHpopMupys 06 ocobeHHocTSIX 3a6oneBaHus, Mepax
COLL NoAAEpPXKKW, He06X0AMMOM yxoAae 1 060pyAOBaHNN, OTBE4As Ha KaXKAbIi 3anpoc. B pamkax nporpam-
Mbl aAPEeCcHOM NoOMOLY ceMmbsiM POHA OKa3biBaeT NOMOLLL B npuobpeTeHnn Heobxoanmoro ob6opyaoBa-
HWSI, PACXOAHBLIX Ma3TEepUaA0B U CPeACTB peabuAnTaunn, CpeAcTs rMreHbl U CneunaAusnpoBaHHOro NUTa-
HUSI TeM CeMbSIM, KOTOpbIe He MOryT NpUobpecT ero CamoCcToSITeALHO.

B neproA c nioAst No ceHTs1I6pb NOMOLLL BbIAG OKa3aHa S cemMbsiM.

PervoHbl
Owmckas obnacTtb, KnpoBckas obnactb, TtomeHckasa obnacTtb, BopoHexckas obnactb, TatapcTtaH pecnyonuka.

O6opyaosaHue CpeAcTBa rmrmeHsl PacxXoaAHUKN
Acnvpatop MeguuuHcknn 3 OkTteHuncent 15 Wnpuubl gna nutanmsa 50
MynbcokcumeTp 2

Mewok AmBy 1

Momollb cembasM B obecneyeHnn ux HeobXxoauMbIM
obopynoBaHMEM - O4YeHb BaxHa. Begb oT  Hanuums
HeobxoaMmoro ob6opyaoBaHUSA UM TEXHUYECKOTO CPencTBa
3a4acTylo 3aBUCUT >XM3Hb N 300POBLE HALLUMX MOAOMEYHbIX.
CnoxHoctn ¢ nonyveHnem TCP no rocygapCTBEHHbIM
nporpaMmam WUnuv noslydeHue U3Oenun, He NoaoxoasLmx rno
napameTpam nog Hy>xabl pebeHKa, BbICOKME CPOKUN OXXMAAHMS,
OTCYTCTBME T[OC.MporpaMM OOecrneyveHusi Hy>KaarLmnxcst
MeOMLMHCKUM 000pYyLOBaHMEM - HEFaTMBHO CKa3bIBAETCS Ha
COCTOSIHMM U Ka4yecCTBe XM3HU AeTen u B3pocnbix co CMA.
[Mporpamma agpecHon NoOMOLLM CEMbSAM - MOMOraeT 3aKpbITb
OCHOBHbI€ HY>XAbl M MOMOYb caenaTtb XU3Hb CEMEN HEMHOTO

npoLLe.

«Mbicnn y Bcex CMa-maM OOWHAKOBbLI - OrPOMHBINA CTpax
oyoywero. K atomy npubaBnsietcss MOCTOSHHbLIA CTpecc
OT TOro, 4YTO He noHMMaellb - KaK TMpun orpaHUYeHHbIX
BO3MOXXHOCTHX, obecneynTb ,EI.OCTOVI HYHO XU3Hb n YpalYpalypal

noTpeBbHOCTY CBOMX AparoleHHbIX (B MPSIMOM W NEPEHOCHOM A nopyuunu donzoxdatHoe 060pydoeaHue om ®orda «Cembu
cMmbicrie) Manblwen. Begb nomMumo OObIMHOM OETCKOW  CMA»!

XU3HW, HeoBXoaNMbI [oporylwme cpeacTsa pea6mnMTau,vw|. OepomHetiwee crnacubo @oHOy « Cembu CMA», Ymo opaaHu3o8anu

dns Hac cbop cpedcme Ha Heobxodumoe Ham obopydosaHue. s
o
Mouemy umeHHo poporne? NoTomy, YTO TONbKO NPaBUIbHO BaHeyku npuweésn anekmpoomcoc, celidac Mbi bbicmpee U fieaye

nogobpaHHble ¥ KomdopTHble TCP  MOryT 0BGecneunTb  6ydem crpasnsmbcs ¢ mokpomol, komopoli ckannueaemcs 6o
OTHOCUTENbHO KOMMOPTHLIN YPOBEHb XWU3HU Marblllam, epems 6011e3HU O4eHb MHO20. Takxe Mbl Mofy4uu MewoK Amby
KOTopblM 1 Tak AOCTanochb OT anpOﬂ.bl» ons mpeHuUposKu ObixameribHoU MYyCKyriamypabl.
Cnacubo ecem 6riacomeopumernsiM U HEPasHOOYWHbIM 100SIM 3a
nomowb Hawel cembe!!l Om ecell dywu xernaem 8am Kpernkozo
300posbsi, OanbHeliwezo brazononyqus, npousemaHus U
ycrnexos!!!»

Mama Bahu C.



