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MHPOopMaLUNOHHDBIN INCT 0 peanusauumn bnarotBoputeNbHOU Nporpammbli
«Pa3suTmne cucrembl nomouwn 6onbHbIM CMA»
Axsapb 2019

Mporpamma HanpaB/ieHa Ha BCECTOPOHHEE PasBUTUE CUCTEMbI MOMOLLM B0/IbHBIM CNMHAIbHOM
MbILEYHOM aTpoduen n Apyrumm HepPBHO-MbILLIEYHbIMU 3a60N1€BAHUAMMU, U UX CEMbAM HA TEPPUTOPUM
P® un 3a ee npegenamu, NoBbILEHME ee Ka4yecTBa, BHePEHME COBPEMEHHbIX MOAX040B U METOAMK,
CTaHZaPTOB OKa3aHWs NOMOLLM, Pa3BuTHE MHGOPMMPOBAHHOCTU O 3ab601eBaHNN, KBATNPUKALUM,
3HaHMI M HABbIKOB CNELMAINCTOB, 3aHATbIX B OKa3aHUK NnomoLlum 601bHbIM CMA

MNognporpamma «CrpaTermyeckme UHULNATUBbI»

JocTyn K neyeHuio

B Hauane aekabpa 2018 roga cBA3M C Nogayeint 4OKYMEHTOB Ha PerMcTpaLmio NnepBoro B mmpe
npenapara gns Ae4eHuns CNuHanbHoM MmbiweyHon atpodun (CMA) - HycmHepceH (CnuHpasa) B Poccuuy,
®oHg «Cembn CMA» 06paTUCA B YyNOJTHOMOYEHHbIE OpPraHbl BAACcTK ¢ Npocbboit 0 cogencTenm
YCKOPEHHOMY PacCMOTPEHWNIO AOKYMEHTOB Ha perncrTpaumio npenaparta B Poccum n nomoum pelleHns
BOMPOCOB BKAKOYEHMA HO30/10TMKN obecneyeHus AaHHbIM NpenapaTom B CYLLECTBYHOLIME NPOorpaMmbl
JNIeKapcTBEHHOro obecneyeHuns opdaHHbIX NALMEHTOB U OKa3aTb COAENCTBME B CKOPENLLEM PELLIEHUN
aTOro Bonpoca.

Ha cerogHAWwHMI aeHb, GOHA Noay4nn oTeeT n3 MuUHUCTepcTBa 34paBooxpaHeHmnsa PO o Tom, uto
perncTpaumoHHoe Aocbe Ha HycMHepceH HanpaBAeHOo Ha 3KCNepPTM3y AN OnpeaeNeHUs BOSMOMKHOCTU
paccmaTpuBaTb 3TOT Npenapat B KayecTBe opdaHHoro. Mpu BbIHECEHUM KOMUCCUM SKCMEpPTOB
NONOMKMTENbHOIO 3aK/toYeHNa byaeT NPUHATO pelleHmne O Bblgaye 3a4aHna Ha IKCNepTU3Y KauyecTea
npenaparta 1 OTHOLIEHMA NOb3bl K PUCKY NO YCKOPEHHOW npoueaype.

TaKxe no Hawei npocbbe B MUHUCTEPCTBO 340aBOOXPaHEHUA OTNPaB/AeH AenyTaTCKMI 3anpoc U
3anpoc oT AnnapaTa YNo/IHOMOYeHHOro no npasam pebeHKa B PP oTHoCMTeIbHO pernctpaumnm
CnuHpasbl U JanbHenwel BOSMOMXKHOCTU BKIOYMTb NpenapaT B Nporpammy obecneveHns oppaHHbIX
NaumneHToB.

Mbl cTapaemcs NpuB/eYb BHUMaHWE K PELIEHUIO BONPOCA O CKOpelLlein perncTpawmm u oCTyrnHoCTH
npenapata B Poccuu ynoIHOMOYEHHbIX UL, Ha BCEX YPOBHSAX BAACTM U MPUCTANIbHO CeAMM 33 BCEMU
aTanamu npoueaypbl NPOXOXKAEHUS 40CbE, }KAEM OTBETOB U3 APYrMX MHCTAHLMIA U UX COAENCTBUA.

Momumo 3Tux genctenii, poHa NPOAOIKAET OCTaBATLCA BO B3aMMOAENCTBUM C KOMMNAHUENM-
npounsBoAnTeNEM SIEKapCTBEHHOIO CPeACTBa — Kopnopauuein Biogen 1 npeacrasuteniem KOMnaHMm No
AaHHOMY npenapaTy B Poccumn KomnaHuen Jannsen. Cpeau obcyKaaembix BONPOCOB TaKXKe —
BO3MOXHOCTb 3aMyCKa A0MNO/IHUTENbHOM N'YMaHUTAPHON NPOrpaMmbl AOCTYMa K Tepanuu ANA NauMeHToB
co CMA B Poccum. Takke GpoHA NpoaosirKaeT KOHCYNbTUpoBaTb cembk co CMA no MHOFOYMUCIEHHbIM
obpalleHMamM No BONPOCam, CBA3AHHbIM C AOCTYMNOM K Tepanuu.

KnunHuueckue nccneposaHums:

B 2019 roay Poccum byaeT 3anyLLeHo nepsoe UccaefoBaHWe Ha NPECUMNTOMATUYECKMX MAaAeHLax Co
CMA no npoToKkony PeiiH6oyduw nccnegyemsim npenapatom Pucamnnam. K yyactuio B ucciegoBaHmm
6yayT AoNyLLEHbI MAaAEHLbl BO3PACTOM A0 6 HeAeNb A0 MOMEHTA NOABJAEHUA NepBbiX CUMMNTOMOB
3abosieBaHmA. DOHA, HAXOANUTCA BO B3aMMOAENCTBUM C KOMMNAHMEN-CNIOHCOPOM UCCNEA0BaHNA U
KAMHMYECKUM LLeHTPOM, Ha 6ase KoToporo byaeT 3anylieHa nporpamma u byaeT MHGopmnposaTtsb 06
3TOl BO3MOKHOCTM NOC/E 3aMnycKa uccnesoBaHuna B Poccun.



MapannenbHo ¢poHA OCTaeTcA Ha CBA3M C UCCNEL0BaATENIbCKUMM LLEHTPAMM, NPOBOAALLMMM KNNHUYECKME
nccaeaoBaHMA APYroro sKCNepUMeHTanbHOro npenapata gna nedyenma CMA — bpaHannam. B gaHHbIX
nccaeaoBaHUAX MOTYT NPUHATL y4acTue maageHubl co CMA 1 tnuna Bo3pactom 4o 6 mecaues npu
YCNOBMW COOTBETCTBUA AOMNONHUTENBHBbIM KPUTEPUAM, YCTAHOBAEHHbIM MPOTOKO/IOM.

doHa, MHd)OpMMpyET CEMbM O HAaZIMUYNM BO3IMOXKHOCTEN y4acCTunAa B nporpammax KainHnM4yeCkmnx
MCCHEAOBaHMVI B 06nactn CMA 1 oKa3biBaeT COAGVICTBME no Bonpocy 6b|CTpOI’O KOHTaKTa C
ncenenoBaTe/IbCKUMUM LEHTPAaMUK, B Ciydae 3aUHTEPECOBAHHOCTU ceMen n KOHCY/IbTUPYET NO O6LLI,MM
BOMNpPOCam OTHOCUTE/IbHO KINHNUYECKUX MCC!'Ie,CI,OBaHMVI.

MexayHapogHoe coTpyaHuuectso B o6nactu CMA:

doHA ABNAETCA YIEHOM MeXAyHapoAHOM 30HTUYHOM Accoumaumnn CMA EBpona, ob6beanHsatowen
naumMeHTCKMe opraHM3aumnm eBponencKmx cTpaH, Bka4vas Poccuio. Bo B3aMmoaencTesmm ¢ Apyrumu
CTpaHamu-ydacTHUUamu Accoumaumm GoHA aKTUBHO y4YacCTBYeT B AeATe/IbHOCTU, HanpaB/IeHHOM Ha
yANydlleHMe KayecTBa MOMOLLUM M A0CTYyNa K IedeHunto nauneHTos co CMA, a TakKe neperosopax ¢
KNHOYEBbIMM CTEMKXOIAEPAMM.

B yacTHOCTM, NNaHMpyeTca yyacTue npeactasutens ¢poHAa B cnewmanmsmpoBaHHom BopKwone ENMC
(pedepeHcHas ceTb MeaULMHCKUX CneLmManncToB B 061acTM HepPBHO-MblLWEYHbIX 3a60/1eBaHMi),
NOCBALWEHHOM HeoHaTasbHOMY CKpUHUHIY Ha CMA B mae 20109r.

TaKKe B pamKax MeKAyHapoAHOro coTpyaHMnyectsa GoHA NPUHAN yyacTue B paboTe Hag,
aflanTMPOBaHHOM ANA CEMEN BEPCUN OOHOBIEHHbIX MEXAYHAPOAHbIX PEKOMEHAALMI N0 BEAEHUIO U
Tepanuu cNMHaAbHOM MbllEeYHOMN aTPodUM, KOTOpasA B HACTOALMIN MOMEHT rOTOBUTCA MEXAYHAPOLHOW
rpynmnow sKcnepTos.

PecnupaTtopHas noagepikkKa:

doHA NpoBen cneunannsmMpoBaHHbIi onpoc nauneHTos co CMA B Poccuu ¢ Lenblo BbifBAEHUA
NOTPeBHOCTM 1 HY}KAAEMOCTU B pecnvpaTopHOM 060opya0BaHMU. Mbl HAZLEEMCHA, YUTO 3TO NMOMOKET
[OMNONHUTE/IbHO NPUB/IeYb BHUMAHME K Npobieme obecneyeHns pecnmpaTopHbiM 060pya0BaHMEM, a
KOHKpeTHble GaKTbl U KOHKPETHbIE AaHHbIE HYKAAoWMXCA B 060pyA0BaHMM CEMeN NOMOTYT He B
TEOPUK, a Ha NPaAKTUKe CABUHYTb M MOMOYb B obecneyeHnr Heobxoanmbim 06opyaoBaHNEM ceMeN OT
rocyzapcraa.

Mo pe3ynbTaTam onpoca BblaBAeHbl 136 60/1bHbIX CMMHAIbHOM MbILIEYHOW aTpodMel, HyKaaroWmMecs Ha
HACTOALLMIN MOMEHT B 060pYA0BaHMM M pacxoaHbix MaTepuanax. CobpaHHble JaHHble HanpaB/eHbI B
MuHucTepcTBO 3a4paBooxpaHeHma PO,

MannnMatMeHaa NOMOLLb:

®oHA, NPUHAN yyacTUe B 06LEeCTBEHHOM 06CYKAEHMM 3aKOHOMPOEKTA, KacatoLLerocs yTOYHEeHUs
HOpMaTUBHOW NpaBoBOK 6a3bl OKa3aHMA NaaMaTUBHOM Nnomowu B ObuwecTBeHHOM nanate PO,
NoAroToBMB M NPeACTaBMB CBOM KOMMEHTAPMM K 3aKOHOMNPOEKTY «O BHECEHUM U3MEHEHWUI B
depepanbHbiii 3aKoH “O6 ocHOBax OXpaHbl 340Pp0BbSA rpaxkaaH B Poccuiickon Pegepaunn” no
BONPOCAM OKa3aHWA NaNNMATUBHOW MEAULMHCKOM NOMOLLMNY.

KoHcynbTaumMm cTOpOHHUX opral-msau,uﬁ

ABNAACL cneumnanmManpoBaHHbIM Ha npobaemax CMA, GoHA nonydyaeT 3anpochl OT APYrMX OpraHM3auui
(yupexkaeHuii 34paBoOXpaHeHNa, MegULMHCKKUX cneunanmctos n HKO) Ha oKa3aHWe KOHCYAbTaTUBHOM
MOMOLLM NO BONPOCaMm, CBA3aHHbIM € 3aboneBaHMeM. B sHBape GoHA 0Kasan 1 Takylo KOHCYAbTaUMIO.



ﬂo,qnporpamma «O6yqe|-me n passuTue»
WWkona CMA

LWKkona CMA - uyKn Bble3gHbIX 06y4atowmx meponpuatnii. Llenb WKobl - NoBblweHme
ocsegomneHHoctTn o CMA, npusneyeHne BHUMaHUA K CMA MeanKOB U MHbIX CNeLUaInNCcToB
nomoratowux npodeccuii, obecneyeHmne 60NbHbIX N UX BAU3KUX Heobxoanmon nHpopmaumel o
3aboneBaHMM 1 NpaBuaax yxoaa 3a 601bHbIM.

OTKpbITa peructpauma Ha nepsyto B 2019 rogy «LLkony CMA», KoTopas npoiiget 15 — 16 mapTa B
KpacHogape.

B nepsbiii AeHb LLIKoAbI NnaHMpyeTca ceMuHap «AKTyasnbHble BONpockl nomouwm 6oabHbiMm CMAY. Ha
HEeM MOMHO byaeT y3HaTb O pecnMpaTopHOMN NoaaepKKe, prusmnyeckom Tepannm, noobwatbes ¢
HEBPONOrom, MOrOBOPUTb O IEKAPCTBEHHbIX NpenapaTax. Ha BTopol AeHb 3an/1laHMpPOBaHbI
WHAMBMAYANIbHbIE UK FPYNNOBble KOHCY/IbTauumn cemen co CMA.

anIH‘r'ITb y4dyactme B CEMUHape MOoryT cembun 1 cneunanamncrbl N3 noboro pernoHa Poccuu. Yyactme
CI'IyLLIaTEHEﬁ 6ecnnaTHoe. AOna y4yactnAa B CEMUHAPE U 3aNnUCU Ha KOHCY1bTauun HEO6XOAI/IMO ﬂpOﬁTI/I
O6ﬂBBTEﬂbHyIO 3/IEKTPOHHYIO perncrpaymnto no CCblsike

MocmoTpeTb NoAPO6HOE ONUCaHWE MePONPUATUA U CKavaTb NPeaBapUTenbHyo nporpammy LLKonbl
MOXHO Ha Hallem canTte

KoHdepeHumua CMA

Mbl Hayanm noaroToBky K IV «KoHdpepeHumnn CMA». B aTom rogy oHa byget npoxoautb 13 — 14
ceHTAbpAa B Mockae. MepBbiM NpUraalleHHbIM 3apybeXkHbIM cnnkepom ctan JlopaH Cepsa
(LaurentServais, Mapuxk, PpaHuma) - LOKTOP MEeOULMHCKMX HayK, AETCKUI HeBponor 1 rnasa Otgena
KAMHUYECKUX UCMbITAaHWI M 633 JaHHbIX B HCTUTYTE MUMOMIOTMM NPU NAPUMKCKOM rocnuTtane La Pitié
Salpétriére, koopanHaTop MHCTUTYTa I-Motion-- LLeHTpa uccienoBaHMi B 061aCTV HEMPO-MbILLIEYHbIX
3aboneBaHuii B neanaTpum (Ha 6ase napu»Kckoro rocnutansa Trousseau), KOOPAMHATOP HEPBHO-
MbILLEYHOTO LLeHTpa B Jlbexe (benbrusa).

7] chopma UMOHHO-U3AaTe/IbCKana AeATe/IbHOCTb

Ha calite doHaa onybamMKkoBaHa 6polutopa «bixaHue. PecnupaTtopHasa noaaeprkka gnsa aeTen co
CNUHANbHOM MblLIEYHOM aTpoduenn». bpolwtopa NPoAo KAET CEPUI0 NePeBOAHbIX MHPOPMALMNOHHDIX
N34aHNI O pasHbIX acneKkTax nomowm 6onbHbIM CMA 13 cepun «SMA Care Series», No4roTOBAEHHbIX
amepUuKaHcKoM accoumaument «Cure SMA» 1 nepesefeHHbIX M aganTUPOBaHHbIX aas Poccnn doHpom
«Cembn CMA» 1 MegMUMHCKMMM 3KcnepTamu poHAa.

B aToM HGpoLitope onucaHbl r1aBHble Npobaemsbl ¢ gbixaHnem y geteit co CMA v npeacrtaBneHa
nHpopmauma o6 ocHoBHbIX crocobax pecnMpaTopHOM noaaep»Kku, 06 obopyaosaHUmn, HeobxoanMoMm
ANA TOro 4To6bl CNPaABAATLCA C TaKMMM NpobiemamMu Ha Pa3HbIX 3Tanax 3abosieBaHuA. B Hel
COAEPKATbCSA COBETHI POAUTENAM O TOM, KaK MOXKHO 136eKaTb OC/I0KHEHWUI MPU NPaBUIbHOM yXo4e, U
Ha YTO BakKHO obpalaTb BHUMaHMe, YTOObl NOMOLLb Obls1a OKa3aHa BOBpeEMS.

bpowtopa 6yaeT nonesHa 6oabHbiM CMA 1 UX 6AM3KMM, MEeANLNHCKMM CNeLmanmcTam, a TakKe
LUMPOKOMY KpYry YMTaTenem, MHTEPECYIOLLMXCA TEMOW CNMHANbHOM MblleYHOW aTpodumn.

CKavaTb bpOoLIOpY MOMKHO MO CCbIKE

O3HakomuTcA ¢ 6onee NogpobHbIM onucaHMem 6POLLOPbI MOXKHO Ha caiTe http://f-sma.ru/428.html

MeyaTb HpoLwtopbI 3an1aHMpoBaH Ha pespanb 2019 roga. MoayuynTb GPOLLIOPY MOXKHO Ha
MmeponpuaTnax poHaa nam B camom doHae, NpeaBapuTeNbHO CBA3ABLUMCL C HaMK No agpecy: info@f-
sma.ru


https://goo.gl/forms/lpPfFdhe3hjoIukC2
http://f-sma.ru/424.html
http://f-sma.ru/download/file/428/1/?security_ls_key=28ba9f0bafd190b7563f647c0e0085eb
http://f-sma.ru/428.html
mailto:info@f-sma.ru
mailto:info@f-sma.ru

NMoanporpamma «Momoub cembam»
Poautenbckuii Kny6

B AHBape mbl NpoBex Nepsyto BCTpedy "Poautenbckoro Knyba gns mam'" - BCTpeya 4na poautenei
aeteli co CMA. dopmaT Knyba — 370 Nnoaaeprkusatoliiee, YIoTHOe NPOCTPaHCTBO, B KOTOPOM BO3MOXHO B
6e30nacHOM 1 Apy*KecTBeHHoM atmocdepe 0b6cyauTb 3HaYMMble POAUTENbCKME TEMbI, Y3HATb HOBYIO
MHPOPMaLMIO, NOAENNUTLCA TNUYHBIM OMbITOM, YC/IbIWATL 3aHUMAaTE/IbHbIE UCTOPUM, MOCMOTPETH Ha CBOU
npobaembl Co CTOPOHbI. B Knybe Bce paBHbl U Kaabli BaskeH. 34eCb NPU3HAETCA LLeHHOCTb N1060ro
onbiTa. 34eCb MOXKHO, HaKOHeL, NOrOBOPUTb O TOM, YTO PeasibHO BOJIHYET. A MOXHO yAeanTb Bpems
JINYHO cebe.

B nepBoit BcTpeye Knyba npuHAAM yyacTue ABoe coTpyaHMKos PoHaa v NaTepo poauTtenem.

YiKe BOBCIO N/IaHUpYyeM cneaytowme Kaybbl, NOTOMY YTO TeENEpb TakMe BCTPEYU Mbl MSIAHUPYEM
NpPoBOAUTb eXXeMecsAYHO. [Noka B MOCKBe, a TaM, MOKET, M PErnMoHbl MOAKA0YaTLCA)

Peectp CMA

PeecTp 601bHbIX CMMHANbLHOW MblleYHOM aTpodumelt cogepRut nHdopmaumto o 60abHbIX CMA Ha
Tepputopun Poccuiickon Pepepaumn. Peectp BefeTcs B LLeNAX COAENCTBUA B NPOBEAEHUM HAYYHbIX U
KAUHUYECKUX NUCCNenoBaHUN, COAENCTBUA rOCyAapCTBEHHbIX MHULMATMBAM B 061aCTM neyeHns 60nbHbIX
CMA, yny4yleHns cuctemMbl KayecTBa NpeaocTaBasieMblX YCAYr U cucTembl nomoLm 6oabHbim CMA B
Poccuun, coBeplueHCTBOBaHMUSA AMArHOCTUKMN M MNOBbIWEHUS KAaYeCcTBa OKa3aHUA MeAULIMHCKON NOMOLLM.

3a AHBapb Mbl NOAYYNAM 21 aHKETY OT CEMEN, HeJaBHO NOAYYMBLUMX AnarHo3 CMA, a TaKKe OT Tex, KTo
HeZaBHO y3Han o geatenbHocT ®oHAa. Ha KoHel, AHBapA peecTpe - 688 60/1bHbIX CIUHANBHOM
MbllLeYyHo aTpodueit co Bcert Poccum.

MHdpopmauMoHHan paccbisika AnA cemeii

HaumHana c AHBapA Karkaan U3 cemei, 3aperncTpmpoBaHHbIX B peectpe nauneHTos co CMA B Poccum
OyaeT perynsipHo, ABa pa3a B MecAL, Noy4aTb MHGOPMALMOHHYHO PacCb/Ky.

B PacCblZIKax Mbl 6yp,eM 3HAKOMUTb C CamMmbiMM nOoChegHUMU MUPOBbIMU U pOCCVIl\;ICKVIMM HOBOCTAMU B
obnactu CMA, ¢ Ba*KHbIMM 1 NONE3HbIMMU MaTepuanamm 0 TOm, Kak CnpaBaATbCA C 601€3HbIO M HAaWNMMU
HaXo4KaMu, KOTOpbleE MOTYT NpUroanTbCa Ka)K,D,OVI cembe, rge ectb pe66HOK nnn B3pOCﬂbI171 co CMA.

Mbl 04eHb pagbl, YTO TEMNEPDL Y HAC €CTb BO3MOMKHOCTb PEryApPHO MHGOPMMUPOBATb CEMbU O CAMOM
BaXKHOM. A y HalLMX cemel NoABWUICS AOMNONHUTE/IbHbIA HAAEKHbIN UCTOYHMK NPOBEPEHHOM
nHpopmauum.

B sHBape ¢oHA NoAroToBMA 2 MHGOPMALMOHHbIE PACCHIIKY.

MpoeKT «Apgantauua»

BONbLIMHCTBO CEMEW KMBYT A0BOJIbHO AaseKO OT MOCKBbI M 4acTO HE MMEOT BO3MOXHOCTb NOYYUTb
He TO/IbKO rPamMOTHYHO MEeAULMHCKYHO NOMOLLLb, HO U MHbOPMaLMIO 0 3ab6oneBaHUKU. Mbl CTPEMUMCS K
TOMYy, 4TOBbI NOMOLLb 6bla AOCTYNHA BCEM, MO3TOMY C YA0BObCTBMEM KOHCY/IbTUPYEM CEMbM MO
TenedoHy, oTBevas, Kak Ha obLme Bonpocbl no CMA, Tak 1 Ha A0BOJ/IbHO peaKue, cneunduyeckne
TO/IbKO A41A AaHHOM KOHKPETHOM CEMbW BOMPOCHI.

B aHBape ¢oHA npoBen 88 KOHCYAbTaLMit cemeit No Pas3MYHbIM TeMaTMKam. Momollb 6bina OKasaHa
KaK /IMYHO, TaK U yganeHHo (TenedoH, e-mail). Huxke npueeaeHbl camble akTyabHble BONPOCHI 3a
AHBapb:



28 sonpocos o peectpe CMA

18 BONPOCOB O KAMHUYECKUX NCCEA0BAHUAX U IEKapCTBE

16 3anpocoB Ha NoJIlyYeHNE PACcXoaHbIX MaTepmnanos oT GoHAa

9 obpalleHNit HOBOANATHOCTUPOBAHHbIX CEMEN

9 3anpocoB Ha MeAULIMHCKNE KOHCY/IbTaLLMIO

8 Bonpocos 0 Heobxogmumom npn CMA meamumnHckoe obopyaoBaHWe, pacxoHble MaTepuanbl 1
0COH6EHHOCTM UCNONb30BaHUA

*kkk

CMMHM O ®OHAE

B aHBape onybaukoBaHo 4 matepuana 8 CMU Ha Temy CMA, ¢ KOMMEHTapUAMU COTPYAHUKOB UK
BOJIOHTepOB PpoHAA nan ynommHaHmem poHaa

Bonpocbl obecneyeHuns He3aperncTpMpoBaHHbIMM JIEKaPCTBEHHBbIMU CPEACTBAMM HYHKAAHOLLMXCA
NauneHToB - ocTpas Tema. Aupektop poHaa Onbra FlepmaHeHko ana Mepaysbl 0 TOM, C KaKUM
C/IOXKHOCTAMM CTANIKMBAKOTCA NauneHTbl co CMA nbiTasacb NOAYYUTb A0CTYN K IGYEHUIO -
https://meduza.io/feature/2019/02/01/deneg-net-ne-nado-syuda-hodit

doHpg Bnepseble Bowen B HaBuratop 6narotBoputenbHbIX opraHusaunii PycpoHaa n ynommHaeTca Ha
cTpaHuue c onucaHnem Hasuratopa

«BbIpOCN0 KOANYECTBO CNeumann3npoBaHHbix GOHA0B — TAaKUX, KOTOPble PabOoTalOT TOIbKO C O4HOWM
y3KOI Npob6aemoit Uan NoMoratoT NH0AAM C KOHKPETHbIM ANarHo30Mm.

Cpeam HMX GOHZA NOMOLLM AETAM U B3POC/bIM C MOPOKAMMU PA3BUTUS YepPEeNHO-YeNOCTHO-TNLLEBOM
obnactn «Bawa Hagexaa», doHa «Cembn CMAY», cneumanmsnpyowmmncs Ha NOMOLLN TEM, KTO
CTOJIKHY/ICA C AMArHO30M «CMMHabHAA MblleYyHasa aTpoduar», obLiecTBEHHAsA opraHn3auma «XaHTep-
cuHagpom» u apyrue. NoaobHble opraHnsauum paboTatoT He TOJIbKO B chepe 34paBOOXpaHEHUS —
Hanpumep, poHA, « KM3Hb NPOAOKAETCA» NOAAEPHKMBAET CEMbU, NOTEPABLUME KOPMU/bLA, B TEYEHUE
roga nocne tparegmm. KOHLEHTPUPYSACb Ha OAHOM AMarHose unu npobneme, a3t HKO nomoraroT
KOMMJIEKCHO: COOMPALOT AEHbIV HA JIeYeHUe, OKa3bIBatOT NCUXONOMMYUYECKYIO U IOPUANYECKYIO

noALep KKy U NOMOratoT B COLMaNbHON aganTaumnm.»

Ccbinkun Ha matepuansl: https://www.asi.org.ru/news/2018/12/24/rusfond-vypustil-obnovlennyj-
spravochnik-fandrajzingovyh-blagotvoritelnyh-fondov/

u https://www.rusfond.ru/navigator_stat/8
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