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MHPopMaLMOHHDbINA UCT 0 peannsaummn braroTsoputenbHoi Nnporpammbl
«Pa3sutue cucrembl nomouwim 60abHbIM CMA»
Anpenb 2019

Mporpamma HanpaBneHa HA BCECTOPOHHEE pPa3BUTME CUCTEMbI MOMOLWM 6ONbHLIM CMUHANLHOM
MbILLIEYHOM aTpodmen 1 APYrMMU HEPBHO-MbILLIEYHBIMU 3a001EBAHUAMM, U X CEMbAM Ha TEPPUTOPUM
P®, nosblweHMe ee KayecTBa, BHeAPEHNE COBPEMEHHbIX NOAXOA0B U METOAMK, CTaHAAPTOB OKA3aHMA
NOMOLLM, pas3BuTUE WHPOPMUMPOBAHHOCTM O 3aboneBaHuM, KBAAMOUKAUMKM, 3HAHWA W HABLIKOB
CNeLManncToB, 3aHATbIX B OKasaHMM nomowy 60abHbIM CMA 1 NoMOLLb U NOAAEPHKKY CEMEN C AeTbMM
W B3POC/IbIMM CO CIMHANbHOW MbILLEYHOM aTpodUel n ApyrMmm HepBHO-MbleYHbIMM 3a601eBaHUAMM.

Mopanporpamma «Ctpaternyeckme UHULUMATUBDBIN
AOCTYN K IEYEHUIO
CMUHPA3A

doHg npogonkaer pabotaTb No Bonpocam obecrnevyeHns goctyna nauyueHtos co CMA B Poccum K
nepBomMy U MOKa eANHCTBEHHOMY B MUpe NeKapcTBeHHOMY npenapaty ana nedeHma CMA — CnuHpasa
(HysnHepceH). B KoHUe aekabpa 2018 roga AOKYMEHTOB Ha perucrpaumio 6biam nogaHbl ¢ MuH3apas
Poccuun, a B deBpane npenapaTy Hbin NPUCBOEH CTaTyCc OopdaHHOro — T.e. PEelleHne O perncrpaumm
npenapata 6ygeTr npuMHUMATbCA MO YCKOPEHHOW npoueaypbl M 6e3 TpeboBaHMA nNpoBeaeHUA
KAMHUYECKUX UCCNeoBaHNN Ha Tepputopumn PO,

Mbl C HETEPMEHNEM KAEM MPOXOXKAEHUA BCEX 3TANOB rocyAapCTBEHHOW PerncTpaumm NekapcTBEHHOIO
cpeacTBa, KoTopoe ana 60bHbIX CMA He NpocTo fieYeHne, a HageKaa Ha XMusHb U nydlee byayuiee. C
HeTeprneHNnem M HadeXAoWn XOEM pe3y/bTaToB 3TOM0 PAaCCMOTPEHMUA, HO TaKKe Mbl MOHUMAaeM W
CUMTaEM BaXKHbIM Y}Ke ceiyac nogHMmaTb BONPOCh AanbHelLein BO3MOXKHOCTM BKAOUYUTL Npenapar B
nporpammbl obecrnedeHmMa opdaHHbIX MNALMEHTOB U peleHUs BONpPOCOB GMHAHCMPOBAHUA fleYeHus
Hawwux 60NbHbIX. Mbl CTapaemMca NpUBAeYb BHUMaAHWE K PeLleHnIo BONPOoCa O CKOpeMLwwei perncrtpaumm
M AOCTYMHOCTM npenapaTta B Poccum ynoAHOMOYEHHbIX AN Ha BCEX YPOBHAX BAACTU M MPUCTasbHO
cflegyM 3a BCeEMM 3TanamMum npoLeaypbl NPOXOXKAEHMUA AOCbE.

Bonpocbl A4OCTyna K 1€YEHUI0 — 3TO OAMH M3 CaMblX OCTPbIX BOMPOCOB, KOTOPbIN ceityac BOAHYET nouTu
Kaxayto Hawy cembto. COTPYAHUKM dOHAA NPOAOMKAIOT eXKeAHEBHO KOHCY/IbTUPOBaTb ceMbn co CMA
no obpalleHnAM OTHOCUTE/NIbHO BOMPOCAM, CBAI3aHHbIM C AOCTYNOM K TepanuuM U BO3MOMKHOCTAM
NONYYUTb SleYeHue.

OTKPbITUE 'YMAHUTAPHOM NPOrPAMMbI PAHHEFO IOCTYNA (Biogen\CnuHpasa)

doHA NPOLO/KAET 0CTaBaTbCA BO B3aMMOZAEWCTBUM C KOMMAHMEN-NPOU3BOSUTENEM NIEKAPCTBEHHOMO
cpeacTBa — Kopnopauuel Biogen 1 npeactaButenem KOMnaHUM No 4aHHOMY NpenapaTty Ha TeppUTopun
Poccun KomnaHueit Jannsen. B xode neperoBopoB B MapTe Mbl MOAYYMAN MOATBEPKAEHUE HAMEPEHUIA
3anycka TaKoOW Nporpammbl U yxKe B anpesie Noayuyunn oouumanbHoe yBeLoMIeHWE OT KOMMNaHuu
BuoreH 06 OTKpbITUKM NPOrpaMmmbl PaHHero aoctyna B Poccum ¢ 23 anpens.



B cBoem oduumanbHom nnucbme bBMoreH aHOHCUMPOBAN OTKPbLITUE NpOrpammbl paHHero goctyna (MPA) k
CnuHpase B PO ans 40 manoiweit co CMAL tuna:

"B OTBET HAa MMeOLWMICA Nporpecc M 3anpocbl oT Bpaven n doHaa «Cembn CMA», KomnaHua buoreH
cYyacTanBa 06bABUTL O CBOEM pPeLUEHUN OTKPbITb NPOrpammy paclwmpeHHoro goctyna 8 Poccun. MNP/
npusBaHa neunTb Hanbonee ya3BUMbIX rpaxkaaH Poccun, ctpagatowmx CMA ¢ mnageHyeckon dopmoit
3abonesaHua (CMA1) go nonyyeHua yoocToBepeHnn o peructpaumm (PY) oT poccuiicknx peryampyowmx
OpraHos.

OXngaemoe Ha4vano nporpammel — 23 anpena 2019 roga, OKOHYaHME — B MOMEHT MNOJyYeHUA
pPerncTpaunoHHOro yaoCTOBEPEHUS Ha HycuHepceH. Bece aTo Bpems buoreH byaeT noctaBnaTb npenapaT
6ecnnaTtHo. Mporpamma 6yaeT pacnpocTpaHATbcA Ha 40 NauMeHTOB, COOTBETCTBYIOLUMX KPUTEPUSM
0TOOpa, YKaszaHHbIM BuoreH. PeleHne o n1e4eHnn sTUX NnaumMeHToB byaeT NPpUHMMATbLCA Ha YCMOTpEeHue
Bpayen, C y4yeToM MNOTpebHOCTeM NaUMEHTOB U UX CEMEN U MOJINTUKU KOHKPETHOro seyebHoOro
yupexgeHusa. Heobxogmmo ob6paTuTb BHMMaHME Ha To, 4YTo BuMoreH M fAHCCeH, B COOTBETCTBUM C
3aKOHOAATENbCTBOM, He OyayT aKTMBHO BOBJ/IEKATbCA B Mpouecc oTbopa MauMeHTOB AAA y4acTus B
nea.»

Bosiblie MHGOPMaLMKN U MOJHbINA TEKCT MHPOPMALMOHHOIO COObLEHUA Mbl ONyb/JIMKOBAN Ha Hallem
caute: http://www.f-sma.ru/439.html

B cBA3M C 3anyckom nporpammsl, GOHA KOHCYNbTUPYET MALLMEHTOB MO BCEM BO3HMKAOLLMM BOMpPOCaM
OTHOCUTE/IbHO MapLUPYTM3aLMKM M NONALAaHMNA B MPOrpamMmy C y4ETOM UMEIOLLENCA HA AAHHbIN MOMEHT
CKyAHOW MHOOPMALMM, @ TaKXKe Ha CBA3U C Bpayammn U LLEHTPaMM, BbIPaXKaOWMMU KefaHUe NPUHATb
yyacTve B nporpamme U NOAYYUTb OOCTYN K NE€YeHUo ANA CBOMX NauueHToB. o mepe nonyyvyeHuA
O0NONHUTENIbHON MHPOopMaLmn no nporpamme ¢oHg nHpopmupyet cembn co CMA, cocToawme B Hase
JaHHbIX (peecTpe) poHAa 0 0COBEHHOCTAX YYacTUA U BOSMOXKHOCTAX 6bITb BKAKOYEHHLIMU B NPOrpammy
1 obecneyrBaeT MapLPyTU3aLLMIO MALUEHTOB B LLEHTPSI.

B CBA3XM C HEAOCTaTKOM B HACTOALWMIA MOMEHT MHOOPMALMM MO KPUTEPUAM A0CTYNa W TOYHOrO
NOHMUMaHUA MapLWpPyTU3aLMM NaALMEHTOB W Bpadyel Ana ydyactua B nporpamme PoHaom 6bin
NMOArOTOB/IEH U HaMpaB/ieH AOMOHWUTE/IbHbIN 3aNpPoC HA NpeaocTaBieHne MHGOPMALLMM B KOMMNAHUIO-
cnoHcopa nporpammbl BuoreH. K coxaneHuwio, KOmMNaHWA OTKasanacb npeaocTaButb 6onblue
MHPOPMaLMK, CCbIIAACL HA OTCYTCTBME TAKOM BO3MOMKHOCTM, YTO MOTEHLMAZIbHO MOMKET MPUBECTU K
YBENNYEHUIO CPOKOB, HEOBXOAMMbIX ANA MOCTYNAeHWA nauMeHTa B NPOrpamMmy W MNOJyYyeHun
JleKapcTBEHHOTrO Npenapara.

KNMNHUYECKUE UCCNIEAOBAHUA:

B cBA3M C NOCTynuMBLIENM K KOHLE anpens nHbopmaLmen o 3anycke neporo B Poccum uccnefoBaHue Ha
NpPecMmMnToMaTUYeCKUX MnageHuax go 6 Hegenb co CMA no npotokony PeitH6oyduw mccnegyembim
npenapatom Pucamniam — ®oHA 3anpocun opuumanbHyo MHGopmaumio 06 OTKPbITUK LLeHTpa U cTaTyce
APYrvX NporpaMm KJAMHUYECKMX UCCNeL0BaHWIA Yy KOMNaHMM Pow — crnoHcopa uccnenoBaHuin. ®oHg
HaxoAMTCA BO B3aMMOAEWNCTBUM C KOMMAHUEN U KAMHMYECKMM LEHTPOM, Ha 6ase KOTOPOro 3anylieHa
nporpamma u 6yaet nHbopmupoBaTb 06 3TOM BO3MOMKHOCTM Cpasy nocse noaydyeHua odpuuManbHOro
NoATBEPXAEHMA O 3anycKe NporpaMmmsi.
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MapannenbHo ¢oHA, Ha CBA3WM C WCCNEAOBATE/NIbCKUMM LIEHTPAMM, MNPOBOAALMMU KAMHUYECKUE
nccneaoBaHUA OPYyroro sKCnepumMmeHTanbHOro npenapata ana nedeHna CMA — bpaHannam. B KoHue
mapTa Habop mnageHues co CMA 1 TMna Ans yyactva B McCnenoBaHMM Obln 3aBeplleH No NpuymnHe
MOJIHOTO KOJ/IMYECTBa Y4aCTHMKOB, NPeayCMOTPEHHOro NPOTOKO/IOM UccnenoBaHusa. PoHa obpatuaca B
KOMMaHuio ¢ 3anpocom odpuumanbHon nHdopmauum o 3aBeplieHUn Habopa aeteit B nporpammy. Mol
OCTaeMCsl Ha CBfi3M C KOMMaHWEN, NPOBOAALLEN UCCNefOBaHWE AAHHOro npenapata ANA YTOYHEHUS
BO3MOXHOCTEN 3aMyCcKa aHa/IoTM4YHbIX nporpamm Ana geter ¢ gpyrumm tunamm CMA, a TaKxe B
KOHTaKTe C KAMHUYECKMMU LEHTPaMM, B KOTOPbIX NPOBOAATCA UCCAEL0BAHUA.

* %%

B anpene ®oHA npoBesn HECKONbKO BCTpeY € KoMnaHumamm Pow, HoBapTuc n ABEKCUC, KOMNaHUAMMN
BeAywMmmM paspaboTkM npenapatoB ana nedyeHna CMA Ha 3aBepwatowux ¢asax KAMHUYECKUX
nccnegoBaHMn. B xoge neperoBopoB Mbl  CTpeMMMCA 0603HAUYMTb MNALMEHTCKYIO MO3MUUIO U
noTpebHOCTM B CcKopelwen perncTtpaumm npenapatoB Ha Tepputopun PP, pgoctyna K
HEe3aperncTpMpPoBaHHbIM /IEKAPCTBEHHbIM CPEeACTBAM, a TaKXe BO3MOMHOCTEM paHHero AocTyna
NauMeHTOB K J/IEKAPCTBEHHOW Tepanuu Moc/Ae pPerncTpauum npoayKToB APYyrMMU  MUPOBbLIMU
perynatopamm.

MEXAYHAPOAHOE COTPYAHUYECTBO B OBJIACTU CMA:

doHA ABNAETCA YNEHOM MeXAYyHapoAHOM 30HTMYHOM Accoumaumm CMA EBpona, obbeauHsatouLel
NauMeHTCKME OpraHM3aunM eBPOMNENCKMX CTpaH, BKAto4Yas Poccuio. Bo B3aMmoaencTsmMm c Apyrumu
CTpaHamu-yyacTHMUammM Accoumaumm ¢GoHL aKTMBHO Y4YacTBYeT B LeATE/NIbHOCTM, HanpaBJeHHOW Ha
yAyylleHMe KayecTBa MOMOLLM M AOCTYyNa K nedyeHuto naumeHToB co CMA, a TakKe neperosopax C
KNOUYEBbIMU CTEMKXO14EPaAMM.

B anpene coctosnacb nonyrogosoe cobpaHue [pasneHnss CMA EBponbl, Kyga BXOOUT TaKkKe
npeacTraBuTenb poccuiickoro poHaa Cembm CMA. CobpaHue npoxoaunno B byxapecTe (PymbiHUMSA) 1 6bi10
MOCBALLEHO aKTyas/ibHbIM BOMpocam, CToAWMM nepes rnobanbHbim coobuwectsom CMA: 3¢ deKTMBHOM
KOMMYHUKaUMU C KAHOYEBbIMU CTEMKXONAEPaMU, PErynsTopamu, MeAUUMHCKMMWU CReunanmcTamu,
BOMpOCHI LLeHoobpa3oBaHMA Ha NpenapaTtbl 4aa nevyeHna CMA 1 BAMAHUSA LeHbl U Apyrnx GakTopoB Ha
OOCTYN NaUMEHTOB K TEPANMAM U BO3MOMKHbIX PELLUEHWNI U AP.BOMPOCOB.

K opraHusaumm ¢oHg npucoeamHmnnca B KoHue 2017 roga v y»Ke cerogHa mbl BUOUMM pesynbTaTtbl OT
COBMecCTHOI paboTbl - 3T0 U 6onee bbicTpoe U 3dPeKTUBHOE B3aMMOAENCTBME C pa3paboTyMKamu
Tepanuii, U BO3MOXHOCTb AJAPECcOBaTb HYXAbl POCCUMIACKOM YacTM NaLMEHTCKOro coobliecTBa Ha
rnobanbHom ypoBHe. CoBmecTHaa paboTa - 3TO MOCTOAHHbIA HenpepbiBalOWMIACA MpoLecc, He
N3MEPAIOLLMIACA KOHKPETHbIMM MEPOMPUATUAMM WAW MPOEKTaMM — W OYEeHb C/IOXKHO MOKasaTb
3HAYMMOCTb 3TOM PaboTbl BOBHE, OAHAKO, Halle y4yacTe B COBMECTHON eBPOMNEnCKOM aKTUBHOCTU yiKe
JaeT CBOM nioAbl M "HesameTHO" MpeBpalLaeT HallM YCUAWA B KOHKPETHble LWaruM, npeanpuHaTbie
BHELHMMW OPraHU3auMAMM 418 TOTO, YTOObl MOMOYb M POCCUMCKMM NALMEHTaM.

CMA EBpona - 3TO 30HTUYHaA opraHM3aums, obbeanHAWaAA NaUMEHTCKME OpraHn3aLMm eBponencKux
CTpaH, BKAto4Yas Poccuio. Bo B3aMMOAENCTBMM C APYTMMM CTPaHaMMU-y4acTHULAMK Accoumaumm GoHA,
aKTMBHO y4acTByeT B AEATe/IbHOCTM, HanpaBAEHHOM Ha yAydlleHWe KayecTBa MOMOLWM M AocTyna K
NevyeHuto naumeHToB co CMA, a TaK»Ke neperoBopax C KAlo4YeBbiMU cTeiKkxongepamu. ObbeanHeHHan
cuna esponeicknx CMA-opraHmsaumii nossonsetr 6onee 3¢dPeKTUBHO pewaTb W NpoaBUraTb
MHUUMaTUBbLI B 06n1acTm CMA, BakHble AN BCeX MauMeHToB. A elle - 3TO BO3MOMKHOCTb 6biTb "Ha



ocTpue" nocneaHunx cobbiTuin, Nponcxoaawmx B o6nactu CMA 1M NoAKNOHATLCA B aKTUBHOCTU, a TaKKe
BO3MOXHOCTb Y4MUTbCA OMbITY APYrUX CTPaH U BHeAPATb YCnellHble NPaKTUKK B CBOEW CTpaHe.

C 2017 ropa, B TOM uncne 6raroaapa Halemy y4yacTuio n pabote B coctaBe EBponelickoi opraHusauum
B8 Poccum:

- Bbl/IM OTKPbITLI U 3anyLLeHbl 3 NPOrPaMmbl KNMHUYECKMX UCCeA0BaHUI ANa NorcKa nedyeHns CMA B 6
KAMHWUYECKUX LeHTpax u 6osee 20 cemeit CMOT/IM NPUHATL yyacTue B HUX B Poccum

- 0Kos10 20 poccuiickux aeten n bamnsnerkawero 3apybexba npu noggepxke GoHaa cTaam y4acTHUKAMM
MeXKAYHAPOAHbIX KAIMHUYECKUX UCCNefoBaHNU BHe Poccum

- bonee apPeKTMBHbIE NEPErOBOPLI C KOMMAHMAMM-PA3PabOTYMKaMKM Tepanuii U NOBbLICUMACA UHTEpEeC K
Poccun n poccuiickomy CMA-coobectsy

- OMMAAHWA W HYXKAbl POCCUMCKMX NALMEHTOB, YAaNEHHbIX OT 06LLEeeBPONeNCKOro KOHTEKCTa,
ob6Cy»KaatoTcA U MPUHMMAIOTCA BO BHMMaHMe Ha eBpOonencKkom ypoBHe, a ecan 0606wuTb - To Poccus
NPOYHO HaHeceHa Ha mnposyto Kapty CMA.

YneHcTeo B Accoumaumm CMA EBpona exkeroaHo obxoautca ¢oHay 8 2000 eBpo (3TOT YNEHCKUI B3HOC
NNaTUT Kaxkaaa opraHM3aumsa-yieH opraHmsaumm). GoHa oTKpbla cbop cpeacTB Ha pacxobl Mo onnarte
yseHcKoro B3Hoca - https://vk.com/wall-99613801 3197

KNUHUYECKUE PEKOMEHAALUNKU NO CMA

®PoHA NPMHMMAET aKTUMBHOE y4YacThe B CO34aHUM U NOATOTOBKE NpoekTa deaepasnbHbIX KAUMHUYECKMX
peKoMeHAauUuMh MO CMNUHANIbHOM MblleYHOM aTpodun. [oKyMeHTa, KOTOpPbIM CTAaHeT OCHOBOW Ans
MEANLMHCKMX CNELMannCTOB NPU OKa3aHUM MeULMHCKON nomolum naupeHTam co CMA. Ham KpaliHe
BaYKHO, YTOObI 3TOT AOKYMEHT OTBEYAN COBPEMEHHbIM, MEXAYHAPOAHbIM nogxodam K Tepanum CMA,
HOCUN MEXANCUUNIMHAPHBIMA XapaKTep U NOKpbiBaa BCe HY»XAbl NaumeHToB co CMA. EAMHbINA AOKYMEHT
No3BO/IUT BbICTpee NOHATb, YTO AeNaTb B TON UAN MHOW CUTYyaLMU U eCTb IM 0COBEHHOCTH, CBA3AHHbIE C
OMarHo3om, KoTopble cneayeT y4ecTb Npu HasHavyeHUn ntobol Tepanuu.

Pabota Hag TEKCTOM K/AMHWYECKMX PEKOMEHAAUWN, ANUTENbHbIN, CAOXHLIA U OYeHb TPYAOEMKUN
npouecc. B anpene coctosnochk yeTBepToe 3aceaaHue pabouent rpynnbl. B coctaB paboueint rpynnbi no
NoAroTOBKE KAMHUYECKMX PEKOMEHAALMI BOLLM BPAYM-3KCMEPTbl BbICOKOTrO YPOBHA U3 Pa3HbIX YFOJIKOB
Poccun ¢ onbiTom BeaeHus naumeHtoB co CMA. npodeccMoHanoB M 3KCNEPTOB, y4acTBYHOLIMX B
NnoAroTOBKE 3TOro BaHeWwero ans Poccum OokymeHTa. Bnepsble B poccuiickont nctopum CMA -
naumMeHTCKoe coobLWecTBO NPUB/EKAeTCs K paboTe Hag AOKYMEHTOM, KoTopbid bypeT onpegenatb
TAKTUKY M NOAXOA4bl K 1€YEHUIO NALMEHTOB.

PaboTa Hag KAMHUYECKMMM PEKOMEHAALMAMMN MPOAOIKUTCA B TedeHue roga. [poeKkT pekomeHaaumi
6bln TaKKe npeacTaBiaeH Ha banTuiickom KoHrpecce no AeTCKOM HeBPO/iorMM B KoHue anpena 2019
roga.

MAPLLIPYTU3SALMNA NALUEHTOB CO CMA

Ona 6onbHbix CMA cBOEBpEMEHHAA AMArHOCTUKA M NoALeprKKa KBAMOULMPOBAHHOIO MeAULMHCKOTO
cneLmManncTa 3a4acTyto paBHa LWIAHCY Ha *KM3Hb. MOCKONbKY 3aboneBaHue ABAAETCA peaKMM, He BCeraa
CeEMbe C MNepBOro pasa MNoJYY4aeTCs HalTU yuyperKAeHMe, CMeumanucTbl KOTOPOro He TOJbKO
npounH$opmmUpoBaHbl 0 TaKom 3aboneBaHMn Kak CMA, HO M rTOTOBbIM OKa3aTb CEMbe NOJIHbIA KOMIMIEKC
KOHCYNbTAaUMOHHOW UM WUHOOPMAUMOHHON  MOAAEPKKM,  HEBPOJIOTMYECKYIO, PEeCcnnpaTopHYLo,
OpTONEAMYECKYI0, HYTPULMONOTMYECKYIO, TMCUXOJIOTUYECKYIO W APYyrytd Momolb, Heobxoaumyto
60/1bHOMY.


https://vk.com/wall-99613801_3197

B KoHue anpensa ¢oHg obpaTnaca K opraHam rocyaapcTBeHHoM Bnactu cybbektoB PP B chepe oxpaHbl
340pOBbA C Npocbboit NpeaocTaBuUTb MHGOPMALIMIO O CNeLManm3npPoOBaHHbIX YYPEKAEHMAX PEFMOHOB,
ABNAIOLLMXCA OTBETCTBEHHbIMM 33 Hab/lOAeHWE M OKasaHMe NMOMOLLM AETAM M B3POC/AbIM, 6ONbHbLIM
CNUHaNbHOM MblweYyHoM aTpoduelt. Hawa 3agava — cobpatb opuumManbHyto MHPOPMaLMIO OT OpPraHoB
3/1paBOOXPaHEHNA PErMOHOB PoccnmM 0 KAMHMKAX, B KOTOPbLIX B KaXKaom pernoHe 6onbHble CMA moryT
Noay4YUTb HEOBXOAMMYIO UM MOMOLLLb.

PECMUPATOPHAA NOAAEPHKA

B sHBape ¢oHA npoBen cneunannsmpoBaHHbIi onpoc nauneHTos co CMA B Poccuu ¢ uenbto BbiAB/IEHUA
NoTpebHOCTU N HYXKAAEMOCTU B pecnupatopHom obopyaoBaHuu. o pesynbraTam onpoca BbisiBAEHbI
136 60/bHbIX CAMHAAbHOM MblWEeYHON aTpoduen, HyKaarowmeca Ha HACTOALWMN MOMEHT B
obopynoBaHMM U pacxogHbix MmaTepuanax. CobpaHHble AaHHble HanpaBaeHbl B MUHUCTEPCTBO
3apaBooxpaHeHma PO n B peBpane mbl nonyunnum oreet oT MMUHUCTEPCTBA C 3aBEPEHNEM PELUNTL 3TOT
Bonpoc 1 obecneynTb NauMeHToB HeobxoaumMbim obopyaoBaHnem. COOTBETCTBYIOWME PEKOMEHLALUN
6b121 pa3ocnaHbl B pervoHbl Poccuu.

B anpene mbl NOy4Man oTBeTbl OT 18 opraHOB rocy4apcTBeHHOM BacT cybbekToB PO B chepe oxpaHbl
3[,0p0BbA (eLe 0AMNH OTBET BblN Noy4YeH B MapTe). YacTb OTBETOB NO3BOJIAET CAeNaTb BbIBOA O TOM, YTO
opraHbl BAaCTU CTPEMATCA OKa3aTb BCEBO3MOXHYIO NMomolpb 60nbHbIM CMA M 4YyTKO pearvpytot Ha
nocTynatoLme oT 60/bHbIX NPocbbbl. OAHAKO, B HACTOALLEE BPEMA CYLLECTBYET pAg, Npobsiem, KoTopble
[0JIKHbI ObITb peLleHbl Ha NyTu obecnevyeHuns 6osbHbIX. MpeXkae Bcero, 3To HEOH6XOAMMOCTb NPU3HATb
60/1bHOMO HY}KAALWMMCA B MaNMaTUBHOW MOMOLLM, B TO Bpems, Kak pecnupatopHoe obopyaoBaHue
HY)XHO TaKxe 60/ibHbIM, KOTOpble B Mas/JiMaTUBHOW MOMOLWM He HyxKgawTca. [pyraa npobnema —
OTCYTCTBME MeXaHM3Ma nepegaym 0b6opyaoBaHUA MeAUMLMHCKOW opraHu3aumeit naumeHTam, B CBA3U C
YyeM BO3HMKalOT CUTyauuW, Koraa obopyaoBaHMe 3aKynneHo, Ho 60/bHOM MM BOCMO/b30BaTbCA He
MmoxeT. K coxaneHuo, HepeaKo BO3HMKAET CUTyauMms, Korga COTPYAHWUKM  YUYpeXaeHWUi
3/ paBOOXPAHEHMNA CCbINAKOTCA Ha Hanunume y 6osbHbIX 060pyA0BaHUA, NPeAOCTaBAEHHOIO BPEMEHHO
6naroTsopuTeibHbIMU GOHAAMMU MK B3ATOrO B apeHay, paccmaTpmBan HaamMume Takoro obopyaoBaHus
Kak OCHOBaHMEe A/1A OTKasa B obecrneyeHuM 3a cyeT BloAKeTHbIX cpeacTB. MoOHMMaHMe MexaHW3ma U
CNoXHOCTe B obecneyeHun pecnupaTopHom obopyaoBaHMEM MO3BOAIMT HamM  OMNepaTUBHO
MHPOPMMPOBATL CEMbM O TOM, C KaKUMW C/AOMKHOCTAMU OHW MOTYT CTONIKHYTCA, M MPOAYMbIBaTh
OaNbHENLWYIo CTpaTernto opraHn3aunmn NOMoLLM CEMbSIM B 3TOM BOMpoce.

BbICTYN/IEHNA HA KOHIPECCAX

B KoHue anpena PoHa Cembn CMA yyacTBOBaA B KpynHenwem B Poccnn cbesae AeTCKMX HEBPOJIONoB -

IX BanTuincKoM KOHrpecce no AeTcKon HeBpoaoruu, npowegliem CaHKkT-MeTtepbypre.

Haw ¢oHA 6bin egMHCTBEHHOW MNaUMEHTCKOM opraHu3auuen, npurnaweHHon M npeacTtaBAeHHOM Ha
KoHrpecce. 114 Hac NpeAcTaBM/iacb BO3MOXKHOCTb LUMPE PACNpPOCTPaHUTb MHPOPMaLIMIO O 3aboneBaHNK
M HyXAax NauueHToB, NpuBAEYb BHMMaHWE MeAULMHCKOro coobulectBa K HaliMm npobaemam U
HeobX04MMOCTU peLleHMA aKTyabHbIX Npobaem, B TOM YMC/e, K Npobaeme AOCTyNa K Tepanuu.

B pamKax KoHrpecca Ha 60/blUOi cLeHe npowen cMmnosnym «CnuHasbHas MbllieyHas atpodus: oT
ONarHOCTUKM K neveHuto». Ha cumnosmyme Hesponor, YneH Moneuntensckoro Coseta ¢poHaa CeeTnaHa
BpoHucnaBoBHa ApTembeBa NpeacTaBmaa NPoeKT denepasnbHbIX KAMHUYECKUX pekomeHaaumin no CMA,
paboTy Hag KOTOopbiMM celidac BeAeT KOMaHAA MeAMLUMHCKMX Cneuuannctos npu ydactum ¢oHpa, a
anpektop ¢oHaa Onbra FepmaHeHKO npeactaBuia AaHHble O KOAMYECTBE MaUMEHTOB B PaA3HbIX


https://vk.com/smafamily

pervoHax Poccumn Ha ocHoBe AaHHbIX PerncTpa U o NoTpebHoCcTAX NauMeHToB. [TOMMMO 3TOro, B paMKax
CMMMO3WyMa C AoKnagom o nedeHun CMA BbicTynuna [NaBHbIM BHELWTATHbIM AETCKUMIA HeBposor
MwuH3apasa BaneHTMHa MBaHoBHa lNy3eBa. OHa npeacTaBmaa MHGOPMaUMIo O naTtoreHese 60/1€3HN U
TepaneBTUYECKMX BO3SMOXHOCTAX M O npenapaTe CnuHpasa, NoAYEPKHYB HEOTNOXHble NoTPebHOCTM B
Hayane nevyeHnsa Kak MOXKHO CKopee nocsie NOCTaHOBKU AMarHosa AN Ay4lero pesynbraTa.

Ha meponpuaTun npucyTcTBOBaIM TaKKe raBHble BHELITaTHbIE CNEeLMannCTbli-HeBPOAOrK desepanbHbixX
OKPYroB M pernoHoB Poccuu, ¢ 4acTblo KOTOPbIX HaM yAanocb noobLiaTbcA B pamMKax BbICTaBKM, Ha
KoTopoit ¢oHA, 6bln npeactaBneH M pasgasan autepatypy o CMA Bpayam M npuriaweHus Ha
obyyatowme meponpuatTMA. Mbl yBUAEAN KOMOCCANbHbIN MHTEPeC K Npobieme y y4acTHUKOB Cbe3faa,
noAxXoAMBLUMX Ha HalW CTeHJ, HO MHOrMe OTMeyann OpraHuM3auMOHHbIE CNOXHOCTU, KOTOpble eCTb
cemyac B HEBPONOTMYECKUX cAyKbax, B TOM UMCAE C/OXKHOCTM C BO3MOMKHOCTbIO Ha3HAYeHUs
NIeKapCTBEHHbIX NpenapaTos.

Ham 6b110 04YeHb NPUATHO, YTO B CBOMX AOK/Aa4ax pPAd HEBPO/IOrOB OTMETMN KaK AeATENbHOCTb CAMOro
$oHAa, Tak U NnauMeHToB, 6aarofapsa KOTOPbIM Havyana akTUBHee Pa3BMBaTbCA MeAMLMHCKaa NOMOLLb B
pervoHax.

Nognporpamma «O6yueHue n passutue»

Moanporpamma HanpaB/ieHa Ha Pa3BUTUE CUCTEMbI NOMOLLM 6onbHBIM CMA U UX CEMbAM, NOBbILIEHUE
€e KayecTBa, BHeJpeHMe COBPEMEHHbIX CTaHAapTOB, pa3BuTUEe MHGOPMUPOBAHHOCTU O 3aboseBaHUM,
NOBbILIEHME 3HAHMI U HaBbIKOB CEMEN U CNEeLMannCTOB, 3aHATbIX B OKa3aHMu nomolwm 6oabHbim CMA.

MHPopMmaLMOHHO-U3aTeNIbCKanA [,eATeNbHOCTb:
CauT:

Mbl NOCTOAHHO OTC/EeMBaem HoBocTM 0 CMA u nybanKyem Ha caiTe CTaTbW O TEKYLLMX KANHUYECKUX
NCCNe0BaHMAX U HOBOCTAX HAyKM M APYrMX CaMbIX 3HAYMMBbIX COObITUAX. [ Hac BarKHO, 4TOObLI
PYCCKOSA3bIYHbIE YNTATE/IN, MPEKAE BCETO CEMbU U MEAULMHCKME CNELMANNCTbI MOT/IU NOYYUTb AOCTYN
K nocneaHelt HGoOpPMaLUKM 0 NponcxoasALLmx cobbiTuax B obnactu CMA.

B obweit cnoxkHocTu B anpesie onyb1MKoBaHO 2 maTepuana:

1. «BuoreH OTKpbIBaeT nporpammy pacliMpeHHoro goctyna B Poccum»  http://www.f-
sma.ru/439.html

2. MWcnbitaHna Puaucnnama: nepsble BAOXHOBAAWOLWME pesyabTaThl nccnegosarusa Firefish http://f-
sma.ru/441.html

Knura "OauH aeHb 13 »u3Hm 3aka"

YBuaena cBeT pycckaa Bepcua KHUrM "OAnMH AeHb U3 XKKU3HM 3aKa", NoBecTByloLWan 0 MasieHbKoM 3ebpe
3ake, KoTopbi poannca co anarHozom CMA 1 ero npuKAYeHUAX. 3Ta KHUra NOCBALLEHA NaLMEHTaM C
CMA, wnx cembsM, COLMaNbHbIM pPabOTHWMKaAM, Bpayam W coobliecTBam to4eirt €O CNUHANbHOM
MblleYHoM aTpodmeli no Bcemy mupy. Ho ellie 6onblie AeTAM, KOTOPbIM Tak Ba*KHO MOHATb, YTO C HUMMU
NPOUCXOAUT 13-3a BONE3HN M YTO 3TO He NPENATCTBME K BECEJION KU3HU B KPYry ApPy3en - COBCEM KaK Y
3aKa.
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Pacckas «OguH geHb KepebEHka 3aKa» onucbiBaeT KM3Hb pebeHka co CMA. Llenb 3tolh uctopum
NoMoyb /IOAAM Y3HATb M MOHATb KM3Hb Atogen co CMA, Kakue CyLecTBYOT BO3MOMKHOCTM WU
orpaHunyeHums.

KHUra noarotoBneHa KOMNaHWel COBMECTHO C ObLEeCTBEHHbIMU OpraHu3aumamm nauneHtos no CMA
Cure SMA n SMA Europe, a TaKkKe 3kcneptamm B obnactm CMA poktopom Pobeptom lpamom u
AokTopom Kpuctanb Mpaya v aBcTpainnckum xygoxRH1MKom Yapab3om CaHTo30.

PyccKkas Bepcusa nsgaHua noarotosseHa KomnaHuein Jannsen n poHaom Cembu CMA.

KHura byaeT pacnpocTpaHATbCA Ha MmeponpuaTusax poHaa Ha 6e3Bo3mesHON OCHOBe.

KOHCY/IbTALLUM CTOPOHHUX OPTAHU3AL U

fiBnAacb cneuMannsnpoBaHHbIM Ha Npobaemax CMA, ¢oHA noayyvaeT 3anpockbl OT APYFMX OpraHu3aLmi
(yupeskaeHuit 3apaBooxpaHeHns, MeaAnLMHCKUX cneumannctos n HKO) Ha oKasaHMe KOHCY/NbTaTUBHOM
MOMOLLM NO BONPOCAM, CBA3AHHbIM C 3aboneBaHnem. B mapte poHA 0Kasan 4 KOHCY/IbTaLUMU.

Moanporpamma «MomoLb cembam»

JeaTtenbHocTb 6harotBopuTensHoro poHaa «Cembn CMA» cocpegoToyeHa Ha OKa3aHUM KOMMJIEKCHOM
BCECTOPOHHEN MNOAAEPXKKM AETAM M B3POC/AbIM, 60JIbHbIM CAWHANbBHON MbilleYHON aTpoduen u
APYrMMU HEPBHO-MbILEYHbIMU 3aboneBaHuamU. HecmoTpa Ha To, 4To CMA 1 60/bLIMHCTBO HEPBHO-
MbIWEYHbIX 3aboneBaHU Ha AaHHbIA  MOMEHT HEW3NeYnMMbl BO BCEM MMUpPE, MNPaBUIbHO
OpPraHN30BaHHbIN yxoZ4, NPOPUNAKTUKA PA3BUTUSA BTOPUYHBIX OC/IOKHEHWUI U BCECTOPOHHAA NOALEPKKA
NauMeHToB CNOCOBHbI BYKBaNbHO TBOPWUTL Yyaeca U 3aMEeTHO YY4YLINTb KayecTBO U NPOAOIKUTENbHOCTb
KM3HU TaKUX NALUEHTOB.

Peectp CMA

PeecTp 60/bHbIX CNMHANbHOW MblleYHOW aTpoduelt coaepKUT MHbopmaumio o 6onbHbix CMA Ha
TeppuTopun Poccuinickon Pepepaummn. Peectp BegeTca B LeNAx COAENCTBMA B MPOBEAEHNUM HAYYHbIX U
KAMHUYECKUX UCCIef0BaAHNM, COAENCTBUA MHULMATMBAM B 061acTu neveHuna 6oabHbIx CMA, yayJyweHns
CUCTEMbI KayecTBa NpPeaoCTaBAfAEMbIX YCAYr W cucTembl nomowm 6onbHbim CMA B Poccun,
COBEPLUEHCTBOBAHMA ANATHOCTUKM U MNOBbILLIEHWS KaYeCTBa OKa3aHMA MeANLMHCKON NOMOLLM.

3a MapT Mbl NOAYYMAM 28 aHKET OT ceMei, HeAaBHO NoayyMBlIMX auarHo3s CMA, a TakKe OT TeX, KTO
HedaBHO y3Han o aeatenbHocT doHaa. Ha KoHeu, mapTta B peecTpe — 751 60AbHbIX CNWHAbHOM
MblLLEeYHOM aTpoduelt co Bcelt Poccum.

CobpaHue nogoneuHbix poHAaa

MNHorga cnoXHo coBMelaTb B npeaenax oA4HOM opraHusaumun ase ¢yHKUMM - poHAA U NaLMEeHTCKOM
opraHusaumMm. Ho Ham Ka)eTca, YTo 3TO O4YeHb MPaBMAbHO, KOrAa CeMbM aKTMBHO BOB/IEKalOTCA B
Ba*KHble MPOLLECCbl U MMEIOT BO3MOXHOCTb BbITb HE TONLKO MOJIyYaTeNAMN NOMOLLM, HO U aKTUBHbIMM
YYaCTHUKaMM M TBOPLLAMU U3MEHEHWI, KOTOpble NPOUCXOAAT BOKPYT.

B TOM YacTu AeATeNbHOCTM rAe Mbl - MaLMEHTCKasA opraHM3aLuma - Mbl CYMTAEM, YTO OCTaBaTbCA B MPAMOM
CBA3M M He MPOCTO UHPOPMMUPOBATb, a MPMBAEKATb CEMbM K PELIEHWIO HaliMX O6LIMX BOMPOCOS,
cBA3aHHbIX C 3abo1eBaHneEM.



MMeHHO NO3TOMY Yy HacC ecTb NpPaKTMKa HECKOJIbKO pas B rof ycrtpameaTtb "OTyeTHble cobpaHma" Bcex
yneHos\nogoneyHbix\cemel, B Xof,e KOTOPbIX He MPOCTO PaccKasbiBaTb O TOM, YTO YAa/0Chb CAenaTb, O
nnaHax, HO WU KOOPAWHMPOBATb AKTUBHOCTWU, B KOTOPblE MOIYT W AOJNXHbl ObITb BOB/IEYEHbI CaMMU
naumMeHTbl A1 3alWMTbl CBOUX MHTEPECOB M Npas.

B anpene mbl NpoBenu oyepeaHylo OHNAWH-BCTpeYy, rae obCy»KAanu akTyanbHble BONPOCHl AOCTyMa K
Tepanum M BO3MOXKHOCTM, KOTOpble €CTb Ha AaHHblIi MOMEHT ANA MOJYYEeHUA NeYeHUs, a TaKKe o
KOHKPETHbIX Llarax, KoTopble yXe ceiyac HeobxoauMmo aenatb cembAm. Mbl O4eHb padbl, YTO BCe
6onblie cemeit co CMA 3aHMMAIOT aKTUBHYIO NO3MUMIO. ITO BaXKHO, MOTOMY YTO KOraa Mbl CMAUM MO
AOMaMm, yO0BNETBOPMBLLMCH OTBETOM "HUYEro caenatb Henb3a" 1 "He nonoxeHo", K3MeHeHMa NPoCTo
He MOTYT CTaTb PeasibHOCTbHO.

AKTMBHOCTb NaLMEHTCKOro coobLLecTBa - 0YeHb BaXKHa.

MHbopMaUMOHHaA paccbl/iKa ANA cemen

Mbl  npogonkaem BeCcTU perynapHyro MHOOPMALMOHHYIO paccblky no cembam co CMA,
3apernucTpupoBaHHbiM B peectpe ¢oHaa. Paccbiika MHPopmupyeT cembu O MOCAEAHUX HOBOCTAX B
obnactu CMA, cofepKUT CCbIIKM Ha nocnegHue nybankauum u BykneTol U U34aHWUA, KOTOPblE MOTYT
6bITb NONE3HbI CEMbAMM, COOBLLAET O NAHAX U MepPonpUATUAX POHAA, OPUEHTUPYET CEMbU B 061aCTH
NpaKTUYecKknx saHaHuim o CMA.

B anpene (I)OH[], noarotosun 2 MHd)OpMaLI,MOHHbIe PaCCbINIKN ANA HalWnxX noaoneyHbIX.
Kntoyesble TeMbl PaCCbI/IOK:

e HoBocTb 0 TOm, YTO B POCCUM OTKpbIBaeTCA Nporpamma paclMpeHHOro AocTyna K npenapaTty
CnuHpasa, getann 0 TOM, KaKUX KaTeropui NaumMeHTOB OHa KOCHETCA W YTO c/efyeT Aenathb,
4yTObbI NPEeTeHA0BaTb Ha LWAHC OKA3aTbCA B YUC/E ee Y4aCTHUKOB;

e Utorn BebuHapa ¢oHaa "Cembn CMA", nOCBAWEHHOrO Teme AOCTyNa K JIeKapCTBEHHOMY
obecneyeHmto: Kakme LWarn MOXKHO NpeanpuHATL YXKe ceivac, A0 Toro, Kak npenapat CnuHpasa
noay4mn opmumanbHyo permctpaumio 8 Poccum;

e [purnaweHue Ha BcTpeum Poagutenbckoro knyba B Mockee 1 KpacHogape

e [purnaweHue Ha LWKony CMA B KasaHu n noapobHOCTM 0 TOM, KaK OHa by et npoxoauTb

e AHoHc KoHdepeHumn CMA 2019;

MpoeKkT «Apgantauuma»

OaHOM M3 OCHOBHbIX 3agay, croawmx nepes B® «Cembn CMA» ABnAeTcA KOMMJekcHasa paboTa c
CeEMbAMM, BKAKOYaOWAn B cebA NoOMoLLb B afanTalumn K CNOXKHOM KU3HEHHOW cuTyaummn, obecnedyeHne
MHPOPMaLNOHHO-METOANYECKOWN NOAAEPHKKM, NMOMOLLb B NMOUCKE OTBETOB Ha BO3HMKaloLMe BONPOCHI,
CBA3aHHble ¢ cocToAHNEM 60IbHOro, OKasaHWe coAelCTBUA B NOYYEHUU MeANLNHCKOTo 060pya0BaHUA
M PacXoAHbIX MaTEPMaoB, TEXHUYECKUX CPeacTB peabunmTayuu.

KomnneKkcHasa KOHCybTauma

K KOMMNEKCHbIM Mbl OTHOCMM KOHCYAbTaUMUWU CEMeR, Y KOTOPbIX BO3HMKAET MHOXECTBO BOMPOCOB,
KPOME TOro, KOHCyNbTauua MOXKeT ObiTb NpeasorKeHa CemMbe, KOTOpas HeAaBHO CTOJIKHy/aachb C
anarHosom CMA U ewe He A0 KOHUA MOXeT chopmyanpoBaTb BOMPOCbI CaMOCTOATENbHO, CKOpee,
3a/aeT 0AMH-eAUHCTBEHHbIA BONPOC «4To AenaTb?». B 3TOM cUTyaumum Ha NOMOLLLb BCEraa rotos NpuinTu
KoopZAMHaTop no paboTe C CemMbAMM M PacCKasaTb O AMarHose, oCObeHHOCTAX pa3BuUTUA 3aboneBaHus,
KAMHWMYECKUX MCMbITaHMAX, Heobxoaumom ana npuobpereHna obopygoBaHMM M OCOBEHHOCTAX ero
MCMO/b30BaHNA, O Bpayax, KOTOpble MOryT MPOKOHCY/NbTUPOBaTb 60abHOro CMA, 0 meponpuaTusX,



npoBoAMMbIM POHZAM M NpedHasHayYeHHbIX 60abHbIM CMA. Kpome 3TOro, KOOpAMHATOP BbIACHSAET
noTpebHoCTb cembn B WMHOOPMALMOHHON NOAAEPHKE M MONKET NpeaocTaBUTb CeMbe W Bpady,
Habaogaowemy 601bHOTO MHGOPMALMOHHbIE maTepuanbl. TakKe B npouecce beceapl BbIABAAKOTCA
NoTPebHOCTM CeMbU M AaK0TCA PEKOMeHZALMM NO YA0BAETBOPEHMIO 3TUX NoTpebHoCTeN.

B nepuopg c 1 no 30 anpensa 2019 roga 6bin1a npoBeaeHa KOMMAEKCHasA KOHCybTauua 17 cemen.

MOHUTOPUHT COCTOAHUA

Haw ¢oHA cTapaeTca oTcnexmnBaTb COCTOAHNE BONbHBIX, U1 KOOPAMHATOP NEePUOAMUYECKUN CBA3bIBAETCA C
CeMbAMW MO COBCTBEHHOM MHMUMATMBE, €CAM MOHMMAET, YTO CEMbE MOMKET OblTb HyXHa Momollb. 3a
MecAL, NpoBeleH MOHUTOPUHI COCTOAHMA 27 BONbHbIX (He BK/AYAA KOMMIEKCHble KOHCyAbTauuu).
MOHUTOPUHT NO3BOJISET HE TOJIbKO NOAAEPKMBATb peecTp 60bHbIXx CMA B aKTya/lbHOM COCTOSIHUW, HO
W NPUIATK CEMbE Ha MOMOLLb KaK MOXHO ObiCcTpee B C/ly4ae BO3SHMKHOBEHUS KaKMUX-TMOO BOMPOCOB UK
npobsem.

* %

B anpene ¢oHa nposen 219 KoHCyNbTaUMi cemeit No pasMYHbIM TeMaTMKam. NMomolub 6bina OKasaHa
KaK /IMYHO, TaK W yganeHHo (TenedoH, e-mail). Huxke npuBeseHbl camble aKTyasibHble BONPOCHI 33
anpens:

Tema obpaweHusn Konunuecrso
Mporpamma paclwmpeHHoro Aoctyna 49
KnuHuyeckune nccnenosaHna U nekapcTaa 33
MonyyeHne 61aroTBOPUTENIBHON MOMOLLM 29
MOHUTOPUHI COCTOAHMA 29
KomnneKcHasa KoHcynbTauma 21
HeatenbHocTb PoHAa 12
MapuwpyTmsaumsa 601bHbIX 10
Pe3sepBHOe 0b6opynoBaHue 8
HOpuamyeckme sonpocol 5
Peectp CMA 5
MepgununHcKmne Bonpocsl 4
LLkona CMA B KasaHu 4
OunarHoctika CMA 1 nnaHMpoBaHMe bepemeHHOCTH 4
MomolLb B 3KCTPEHHOM cUTyaLmm 3
BbicTpanBaHWe OTHOLWEHMI ¢ meagnkamm n NBC 2
Peabunutaums 1

MpoeKT «AgpecHas NOMOLLb»

®oHA OKasbiBaeT NOMOLLb GO/IbHBIM CO CMMHANLHOM MbllIEYHOW aTpoduern U APYyrMMM HEpPBHO-
MbllWEYHbIMM 3a60/1€BaHMAMMN B NPUOBPETEHUM HEOBXOAMMOrO KM3HEHHO BaXHOro 06opyAoBaHUA,
pacxo4HbIX MaTepuanax, rMrMeHUYecKnx CpeacTs U CNeLmMannmsMpoBaHHOro NMTaHUA B TOM C/lyyae, eciu
MX Henb3a MOJy4YnTb OT roCyAapcTBa, obopyLoBaHMe BXOAMT B CMNUCOK obopyaoBaHWe nNepBoOM
HeobXoAMMOCTN, PEKOMEHAOBAHO BPaAYOM WAM €CTb MOKa3aHWA K ero npumeHeHuto. Momolub
OKa3bIBaeTCcsA, KaK 3a cyeT NpMobpeTeHHOro Ha NOXKepTBOBAHMA, TaK M 3a CYET nepefaHHoro B GpoHA
PRO-bono nmyuecrtea.

ObLee KOMYECTBO No/yyaTeNein aapecHo noMmoLum B anpene: 12 yenosek.



®doHAOM OKaszaHa 6/1aroTBopuTEIbHaA NOMOLLL CEMbAM Ha cymmy 241 832 pybns.

M3 HMX — MMYyLLEeCTBO, NOXepTBOBaHHOe bGnaroTBopuTensmm npo 60oHO, Ha cymmy 122600 pybneit,
obopypoBaHue Ha cymmy 73400 3akynneHo ¢oHAOM ANA NOAOMEYHbIX 33 CYET NOCTYNUBLLMX
Nno»KepTBOBaHMM. Ha noyToBble pacxoAbl MO AOCTaBKe cCeMbAM 61aroTBOPUTENbHOM NOMOLUM NOTPAYEHO
4432 py6 3a cyeT MOCTYNUBLUMX NOXepTBOBaHWI. Kpome Toro, ¢oHAOM HalaeH 6n1aroTBOpPUTEND,
onaaTMBLUNI 060pYA0BAHME U AOCTAaBMBLUMI NOMOLL HANPAMYIO B CEMbLO C ABYMA AeTbMU, 6ONbHbIMU
CMA (YenabuHckas obnactb) Ha obuyto cymmy 41400 pyb6.

Momolb 6blna HanpaBseHa B CcemMbM, NpouBatowme B XabapoBcKkom Kpae, KpacHosipckom Kpae,
YenabuHcko obnactn, pecnybnuke [arectaH, KpacHogapckom Kpae, OpeHbyprckoit obnactu,
Nnneukoit obnactn, bpsHckolt o6aactn, PoctoBckon obnacTu.

MpepocraBneHune pesepsHOro o6opyaosaHusa

CywecTsytowas B ¢doHAe nporpamma BpPEeMEHHOro MPeAoCTaBAeHUs pe3epBHOro obopyaoBaHUA
nossosnsieT obecrneynBaTb CeEMbM HEOOXOAMMbIM 0OOPYAOBAHMEM Ha HEMNPOAO/IKUTENIbHbIA CPOK,
KOTOpbIA Heobxoamm ansa cbopa AeHer U MOKYMKU WUAM nosydyeHua 6ecnnaTHO HeobxoguMmoro Aass
601bHOrO MeguuMHCcKoro obopyaoBaHua (acnupaTop, oTKawameatens, HMB/). Mporpamma nomoraet
noAAepKaTb CEMbIO B KPU3UCHOWM CUTYaLMM M OKa3aTb NOALEPKKY Ha TO BpeMs, NMOKa CEMbA He HalaeT
BbIXOZ, U3 C/IOKMBLLENCA CUTYaLLUu.

B anpene, 6narogaps 3Tol nporpamme oauH pebeHoK w3 Hukeropoackoit obnactn cmoraum
BOCMO/1b30BaTbCA OTKawAmnBaTenem. OgHa B3pocsas 601bHaA n3 PoctoBcKkol 061acTi BOCNO1b30Balacb
annapatom HANB/I.

Take B pamkax 3Toi mporpammbl GOHAO NPenoCcTaBAseT BO3MOMKHOCTb MPOBeAEHMA AMarHOCTMKM
AblxaTeNIbHOW CUCTeMbl MOCPEeACTBOM MPOBEAEHUA HOYHOW MyNbCOKCMMETPMU. AnnapaT Ans HOYHOM
NY/IbCOKCUMETPUM OTHOCUTCA K paspaay 06opyaoBaHuA, KOTOPOe HET HEOBXOAMMOCTU UMETb B IMUHOM
NONb30BaHMM KaXKOoON cembe, T.K. OH He WCMoAb3yeTcA HEeMNoCTOAHHO W npegHasHadeH Ans
AMarHoCTMYecKol npoueaypbl, NPOXOAMTb KOTOPYto bbiBaeT AocTaTouHo 1-2 pasa B roa,.

B TeueHue anpensa annapaT 414 HOYHOW MNY/NbCOKCMMETPUU Obla UCMONb30BaH ANSA AMATHOCTUKK 3
60nbHbIX: 2 AeTen U3 YensbuHcKoM 061acTh, a TakKe ogHoro pebeHka us Pecnybnaukn [darectaH.



