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IIACIIOPT BJIATOTBOPUTEJIHLHOM ITPOT' PAMMBI

HaunmenoBanue PasBurHe cucTeMbl oMol 00bHbIM CMA
Opranuszaropsbl BrarotBopuTtenpHbIi GOH/I TOMOITH O0JIBHBIM CIIMHATBHON MBIIIIETHOMH aTpodueit
U IpYTHMH HEepBHO-MBIIIeTHBIMH 3a001eBaHuAME «CeMbpl CMA» (B® «Cembu CMA »)
0o BO® «Cempu CMA)» — oJIHa U3 KpylHelmnx B Poccun oprasu3aiuii,
OpraHmsaTopax CHENHATN3HPYOMINXCS HCKIIOYHTEIFHO Ha IIOMOIIN CEMBSIM, CTOJIKHYBIINMCS CO

CHHHAaJIBHOI MBIneuHoii arpodueit. C 2015 roga dona momoraet 60mpHEIM CMA 1 UX
OIH3KHUM, He TOJIBKO OCTaBasICh ¢ HUMH B MOCTOSHHOM KOHTAKTe, HO H pa3BUBas
CHCTEMHBIE IIPOEKTHI, KOTOPHIE Jal0T BO3MOKHOCTB € KaK/IbIM JHEM YBEIIHIUBATh
00beM U KauecTBO ITOMOTITH.

PykoBoguteab u | [lupextop domna I'epmanenko Onbra FOpeeBHa + 7 495 544-49-89, og@f-sma.ru

ero KOHTaAKTbI PykoBoputenp OmarorBopurennbHoil mporpamMmmbl bO «Cempun CMA» I'yOapesa
Tarpsra Cepreesra +7 903 163 53 82, tatyana@f-sma.tu
OcHoBHaf HeJlb Pa3zBuTHe 3¢ peKTHBHOI KOMILIEKCHOI cHcTeMBbI oMontu 60asHeIM CMA. ITomornts u

MoJIepKKa JIeTelt H B3pOCIIbIX CO CIIMHAIBHOMN MBIIISUHOI aTpoduei u ApyruMu
HEPBHO-MBINICYHBIMU 3a00IeBaHUSMH, HX ceMeil U OTH3KUX.

JlocTyImHOCTh MOMONTH U HH(pOPMAITHH 0 3a00JIeBaHHH HE3aBHCHMO OT MecTa
NIPOKHUBAHUA U BO3pacTa

3agaun ® [IOBBINIEHHE OCBEJOMICHHOCTH O CIIMHAIBHON MBIIIETHOIN aTpOopUH H IPYTHX
HEPBHO-MBIIIEYHBIX 3200, I€BAHUAX, HX 0COOCHHOCTSX U MOTPEOHOCTAX
HAITUEHTOB ¢ STHMH 3a00JIeBAHUAMHU CPEIH ceMeil, CIIeITHaINCTOB
IIOMOTAIONIHNX HpodeccHil H B 00IIecTBe;

e cHcTeMaTH3aIms nMmetoneiics nadopmanmu mo CMA u obecliedeHHe JOCTyIa
BCEM HYKIAIONTIMCS B HEHl

e 3ydeHHe H 0000IeHHe MHPOBOTO onbiTa B 001acTu CMA U paclipocTpaHeHHe
JYUITHX TPaKTHK

e [IpoBeJieHHe 00YJAONINX U MPOCBETUTEILCKIX U HHBIX MEPOIPUATHIA I
0onpHBIX CMA, WIEHOB HX CeMeil, a TaKiKe CIIEIHATNCTOB, OKa3bIBAIONTHX
noMontb 006HEIM CMA U JIpyTHME HepBHO-MBIIIETHRIMHU 3a00IeBaHUAMU

e HaIAKHBAaHHE B3aMOOTHONICHHI 1 OpraHH3alfia B3aHMO/ICHCTBHSA C

CYIIECTBYOITMMH MEIHUITHHCKHMI H APYIHMH OpraHH3alAaMHa H (bHSIIT-IeCKHMH
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JUIIAMH B paMKax mmoMoIu 00abHbIM CMA ¢ IeJIBI0 YIIYYIIEHHS KadecTBa
OKa3bIBaeMOIT IIOMOIIH U MOIepiKKH 001pHEIM CMA;

OpraHH3aIisd B3auMOJIeHCTBUA ¢ JIeIeOHBIMH YIpeKIeHUSIMH, HHBIMU
FOPUIIYe CKUMH JINIIAMH;

COJIeficTBHE B MOTYISHIH KBATH(UIHPOBAHHON MEIUIIMHCK O, COIMHAIBHON 1
HHOIT moMoIu 0ompHEIM CMA

pasButue momonu 60asHEIM CMA B pernoHax

cojeiicTBHe 00JbHEIM CMA 1 HX ceMBSAM B aJallTAIliU K CI0KHOI KU3HEHHOH
CHTYaIlHH, BEI3BAHHON JHArHO30M

KOHCYJIbTaIIHOHHAs, HH(pOpMaIIHOHHAS U FOpH IIIecKas TOMOIIb CEMBSIM CO
CMA

OpraHH3aIHs MpeaocTaBICHHS aipecHOIl 01aroTBOPUTETHHOI ITOMOIITH;

cOop 61aroTBOPHTEIBHBIX MTOKEPTBOBAHMIT Ha peatn3alnio [IporpaMMsr;
(dhopMHpOBaHIe U JI0BEJSHIE JI0 CBEICHIS JKepTBOBaTe el OTIETOB O IIeJIeBOM
HCIIOJIb30BAHUU ITPEIOCTABICHHBIX B3HOCOB U MOKEPTBOBAHHUI.

Mexannsm
peaan3amuu

Mexannsm peanusanun biaarorsopureinbHoii nporpaMmbel b® «Cempn CMA»

BKIHOYACT!

peamm3aniio mpeaMeTHoll oGmactu IIporpamMMsl (TIOAIporpaMM M IIPOEKTOB
IIporpammsr)

Ha3HaYeHNEe OTBETCTBEHHBIX JIHII IIPOEKTOB IIporpaMMer

pa3paboTKy mooxkeHmil [IpoeKToB, colep/KallliX TAIbl peaTn3aliim
MPOBEJICHIE MEPOIIPUATHIT B COOTBETCTBUH I'OJIOBBIM IUTaHOM

©KEeTroHasd OTYETHOCTh O COOpPAaHHBIX MOKEPTBOBAHMAX M IIPOBEICHHBIX
MEPOTIPHATHAX

Cpok peaau3anun

1roxa

Buasl pacxoaos
o IIporpamme

B cooTBeTcTBHH ¢ DI0IKeTOM MporpamMmbl (IIpuio:kenne 1)

Hcrounnkn IloxkepTBOBaHUS OT IOPHIHYECKHX H (PH3NYECKHX JIHII

(puHaHCHpOBaHUS

(ocHOBHBIE)

IHeneBas Bonbabie CMA (n1eTH 1 B3pocibie) U UX 0au3Kue, pabOTHHKN MeTHUITHHCKUX
ayIuTOpPHA OpTaHU3aIlHil, COTPYIHUKH U BOJOHTEPHI 00IIECTBEHHBIX OpTaHM3aIIIil, ITHPOKas

00IIE CTBEHHOCTB.
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XapakTepHCTHKA NPodaeMbl

CmmuampHas MblmedHas atpodus (CMA) — penkoe reHeTHUecKoe IIporpeccHpyroliee 3adojieBaHue,
BBI3BaHHOE TOTepeil MOTOHEIHPOHOB M IPHUBOAMIIEe K HapacTaromleil Mbimiednoil crmaboctu. CrabocTh
Ha4YHHAETCS C MBIIII Tela U ¢ pa3BUTHEM 3a00JIeBaHUS JIOXOJUT JI0 MBIIII, OTBEYAIONIUX 3a IJI0TaHHE H
JIBIXaHHE.

E:XelHeBHBIN yXOJI, CBOEBpeMeHHOe BEHIABICHHEe H paboTa ¢ CHMIITOMaMH, HOJJiepiKaHHe CTaOIIbHOTO
COCTOSIHHS, peclnupaTopHast, (u3nveckas M JeKapcTBeHHas Tepamus HeobOxomumbl OombHEIM CMA. K
COJKaJIeHUIO, B HACTOAIIee BpeMs B Hallleil cTpaHe 3HaHHIMH H HaBBEIKaMU, He0OX OIMBIMH I 3¢ heKTUBHOIT
MEIHITHHCKOI M coIHaldbHOI ImoMomnrn manmeHTaM co CMA, oOnagaeT HeIOCTaTOYHOE KOIHYECTBO
CIEIHAJIICTOB.

Kaxk mpaBuino, 6onpHoOll co CMA He HMeeT BO3MOJKHOCTH IIOIYYHTh BeCh CIIEKTP HEOOXOMMBIX YCIVT B
peruoHe CBOETO MpoKUBaHHA. PoJICcTBeHHHKH OOJIBHBIX BBIHYKISHBI TPAaTHTh CHUJIBI U BpeMsd, Ha TO, YTOOBI
nobOpaThcs 0 MecTa TJe MM MOTYT OKaszaTh KBaIH(HIIMPOBAHHbIE MeIUITHHCKHEe yciayru. JKuBymine B
OTHAIeHHBIX perHoHaX OOJIBHBIC 3a4acTyI0 OKa3bBaloTCA O0e3 HeoOXosmmoil momomu. CaMH pOIHTENH,
BIIepBbIe CTOJKHYBIIICH ¢ 3a001eBaHIeM He 0071a1aroT HeoOX0IUMBIMU 3HAHHSAMH H HaBBIKAMH JUI yXoJa
3a 601pHEIM co CMA. CylecTByromas B JaHHBIH MOMEHT CHcTeMa 00YIeHH S MEeIUITNHCKHX CIISITHATIICTOB
He MO3BOJSET MOJIYUHTh BCe HEOOXOJMMBIe 3HAHHUSA M HABBIKH IS pabOTHl ¢ IAIMeHTaMH C peIKHMH
3a00/IeBaHNAMH. Bpaun HCHBITBIBAIOT HEXBATKy MPAaKTHUSCKHX 3HAHHI H HABHIKOB JUIS ITOMOIIMH TaKHM
nanuenTaM. [TorydeHHBIX TeOpeTHYeCKHX 3HAHUI He XBaTaeT, YTOOBI UyBCTBOBATh ce0sA YBepEHHO U OBITh
KOMITETEHTHBIM CIIEIIHAIHCTOM.

Jedumut 3Haanit o CMA y Bpaueil, 60JpHBIX U HX OJM3KHX IPHBOAUT K TOMY, UTO TOMOIIb YacTo
OKa3bIBaeTCs HE CBOEBPEMEHHO H He B MOJIHOM o0beMme. CrelnuamicTsl He Becera MOTYT JJaTh TPAMOTHYIO H
MOJIHYF0 HH(pOpMAIHI0 O 3a00JeBaHUH U HEOOXOIUMOM YXO0J€, BOZHHKAIOT TPYJHOCTH C MEIUIMHCKHM
COTIPOBOKIEHHEM U JUINTEIbHBIM BeJIeHHEM HAIlMeHTOB, a POIAUTENH BEIHYKICHBI TPAaTUTh BPeMs Ha TIOUCKH
H IPOBepKY HeoOXonumoit nHpopmarnn. CHHAKAaeTCS KaueCTBO OKa3bIBaeMOI 00JIbHBIM IIOMOIITH U Ka4€CTBO
#u3HH O0MbHBIX CMA H K OCHOBHOMY 3a00JI€BaHHIO J00ABISIOTCS BTOPHYHBIE OCIOKHEHHS, KOTOPHIX
MOKHO OBLIO ObI H30€KaTh 1 Ha yCTPaHEHUE KOTOPBIX TPATUTCA ropasio O0JIbINe CUIT U CPeACTB, YeM Ha X
MpOoQILTIAKTHKY.

bonvuvie co CMA uacmo He umerom 603MONCHOCH® NOAVUUIND KAYECMBEHHYIO MeOUYUHCKVIO NOMOUD,
npotimu ob6credoeanue U 6ce HeobXoouMvlie OuasHocmuyeckue Npoyeoypsl, NOIVYUMDL KOHCYIbINalu
MEOUYUHCKUX U UHBIX CHeyuarucnios, O0CGEOOMIEHHbIX 00 0COBEHHOCMAX OaHHO20 3abOoNeGaHuUs.
Poocmeennuxi He mozym obyuunvcs HeobX00UMbIM HABLIKAM NO YX0O0Y 3a OOIbHBIM, He MO2VIN NPAGUTLHO
OYEHUNMb €20 COCMOSAHUE U YACHO YIYCKAIOM U3 6UOY VXYOUIeHUs 300P06bsl, He 00palyas GHUMAHUS HA HUX 00

mnex nop, noKd OHU He CIadym Heo6pamu.wbbwu.
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IToce MOCTAaHOBKH JHAarHO3a POAMTENIN HAXONATCA B COCTOSHHH (DpYyCTpamiu, HeJOCTAaTOYHO 3HAIOT O
3a00/1eBaHNN, HE MOTYT OIIEHHTh COCTOSHHE peOeHKa, He HMEIT HeoOXOJAUMOro 00OpyHOBaHUS U He
0o0ydJeHB! HaBBIKAM €r0 HCIOAh30BaHHA. IIpu cooOmeHNH aMarHo3a 3adacTyi0 He JIaeTcsl MPaKTHYeCKH
HHKako#l uH(opMamnnu o 3aboneBaHUN IWIH HeJOoCTaTOYHBIH MHHUMYM. JleTn u B3pociable co CMA gacto
CTAJKHBAKOTCS CO MHOJKECTBOM BTOPUYHBIX OCIIOKHEHHI, BBI3BAHHBIX HEMPABIIBHBIM YXOIOM, YTO
COKpaIllaeT CPOK MX KH3HHU H CHILKAeT ee KauecTBO. B 0c000 TSKeIbIX CIydasx Mo SKCTPEHHBIM MMOKa3aHUSIM
OoNbHBIE MOMAIAI0T B PEaHMMAIIHIO, T/1e TOJKITIOUA0OTCs K allllapaTy HCKYCCTBEHHOMN BEHTU/ISIIHH JeTKUX U
rjle MOTYT IPOBECTH JIOBOIBHO UINTEIbHOE BpPEMS JI0 TeX MOp, MOKAa Y POACTBEHHHKOB HE ITOSBUTICSH
BO3MOJKHOCTB, B TOM UHcIIe (puHAHCOBas, 3a0paTh HX JoMoil. Beero aToro MoxkHo 0bUTO OBl H30€KaTh MPH
CBOEBPEMEHHOI H KaueCTBEHHO OpraHU30BaHHOI ITOMOIIH MTallHeHTaM.

JUTs KOMITeHcali HapyNIeHHBIX (YHKIUII, a TaKKe COXPaHEHHS KU3HHU U 310poBbs 00mbHBIM co CMA
TpebyeTcs clemuaibHOe, 3a4acTyio JOpOrocTosiiee MeIUIIHHCKOe 000py/IoBaHHe, a TaKkKe TEeXHHUIECKHE
cpenctBa peabumtanuu. Ho Janeko He BCe MOTYT MO3BOJMTH cebe KYIMUTh Ty WIH HHYIO BElIb B CBS3H C
OTpaHUYEHHBIMH (PUHAHCOBBIMH BO3MOKHOCTAMH. CioxkHOCTH ¢ nonydeHueM TCP mo rocynapcTBeHHBIM
MporpaMMaM N TOTyYeHHEe H3JIeIuil, He MOJXOMIINX MO MapaMeTpaM IIoJ HYXKIbl peOeHKa, BHICOKHE
CPOKH OKHJaHHUS, OTCYTCTBHE BBICTPOCHHBIX H 3((EeKTHBHO pabdOTaIONIHX TOCYNAPCTBEHHBIX MpOorpamMM
obecrieyeHNsT HYKIAOIUXCS HHIHBHIYaIbHO MOA00paHHBIMHI CpelICTBAMHU peadIIUTAlUN i MeIUITHHCKIM
000pyI0BaHIEM - HETATUBHO CKa3bIBA€TCS Ha COCTOSHIU M KauecTBE KI3HH JieTeil i B3pocibix co CMA.

3a mocieqHee BpeMs B MUpe MOSBIIOCh HECKOJIBKO BHI0B HaToreHeTHdeckoil Tepamuu CMA. CTouMOCTh
JedeHNs STUMH TIperapaTaMi 0O4eHb BBICOKA, ITOTYUHTh JIEUCHHE MOKHO 3a CHeT rocy/1apcTBa - Ha JIaHHOM
3Tamne, B COOTBETCTBUHU € 3aKOHOJATEIBCTBOM, JJIS ONpelIeIeHHbIX JTbIOTHBI KaTerOpHil Tpak/iaH, 3a CUeT
pEernoHaNbHBIX OFOJKETOB Ha 3/ipaBooxpaHeHue. [l 3Toro maleHTy HYKHO IPOITH JOJITYI0 U CIOKHYIO
MpoleIypy, Ha KakJIOM 3Tare KOTOpPOH BOSHUKAIOT CIOKHOCTH M MPEISITCTBHS CHCTEMHOTO XapakTepa.
ITaruenTaM HeEOOXOINMO COMPOBOXKIEHHE W HHIUBHIyadbHOE KOHCYIBTHPOBAHHE, B TOM UHCIE
FOpHANYecKast MOMOMIb.

Tlomumo meduyuHckoil nomMouju, cembl HYHCOAIOMCA 6 UIUPOKOM KOMNIEKce Mep COYUATbHOU U
neuxonoeudeckoli nodoepacku. B psoe cayuaes, mpebyemcs wopuouveckas u npagoeas nomowp 0Js

peanusayuu npae, 2apaHmupoeaHHuIX 20CY0apCineom.

Bombabie co CMA u UX CeMbH YacTO BBIIAJAlOT U3 aKTHBHON COIMAIBHON KU3HU H3-32 (PH3HYECKUX
OTpaHUYEHHII, BBI3BAHHBIX OOJE3HBIO, HEMPHCIOCOOJCHHOCTH OKPY/KAIIeH cpesibl, He TOTOBHOCTH
oOmiecTBa MPUHATH JOJIEH ¢ O0COOCHHOCTAMU. MHOTUM CeMbsSM TPYAHO MPHHSATH JAMArHO3, HE MOTYYHB
KBaJIH(HUIPOBAHHON CBOEBPEMEHHOI MO IEPKH OHU Bce OOJIbIIE 3aMBIKAIOTCS B cede U CBOUX MpobieMax.
Hutemwtekt y 6oabHBIX co CMA He HapylleH, HO H3-3a OTPAaHHYEHHBIX BO3MOKHOCTEH IIOJHOIEHHO H
aKTHBHO B3aMOJIENICTBOBATh C OKPYKEHHEM OHHU 9acTO HEe MOT'YT pealn30BaTh CBOI MOTEHITHAIL, 9yBCTBYIOT
ceOss HeHYKHbIMH U OpomnieHHbIMH. Kpyr oOmieHus OOJbHBIX YacTO OTpaHUYMBACTCSA OMKAMIIUMI
POJICTBEHHHKAaMH, 3HaKOMbIMH co0 CMA WIH IpyrHMH JHArHo3aMu U MeJUKaMH.
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YroOBl TOMOYb PENINTh BCE CIOKHOCTH, BO3HHKIINE IOCTE MOCTAHOBKH JHATHO3a, YIYYIINTh KauecTBO
JKH3HH 00JIBHOTO U €ro OJIM3KHX, TpeOyeTcsa KOMILIEKCHas IMTOMOIIb H HHINBHIYaTbHBIH ITOAXO0/I K PEIICHHIO
mpo0JieM, BEI3BaHHBIX 3a001eBaHeM. HeBO3MOKHO 00€CIeUNTh MOIHOIEHHYIO JKH3Hb CEMBH Pellas TOIBKO
gacTh IIpo0jeM, HampHuMep, HaIHUHE BCEro HE0OXOIMMOro 0OOpYIOBAaHHSA HE IIOMOXKET YIYYIIHTH
(busmaeckoe cocTogHHe 0OJIBHOTO, €CIIH YXaKUBAIOMIHE 3a HUM JIIOJH He OyAyT obaanath HEOOXOIHMBIMHU
3HAHHIMH H HaBBIKAMH II0 YXOAY H HCIIOJB30BaHHI 00OPYIOBaHHS, €CIH UM CBOEBPEMEHHO He OyJeT
OKa3bIBaThCA MpPOQecCHOHAIbHAS MEIMIIHHCKAs IIOMOIIb, He OyJIeT IpPOHCXOANTh CBOEBPEMEHHBII
MOHHTOPHHT COCTOSHHS OOJIBHOrO, OKa3BIBaThCd HEOOXOINMas KOHCY/IbTATHBHAS, COIMATBHAA U
IICHXOJIOTHYecKas MoJIepiKKa.

Heo06XomMoCTh CHCTEMHOTO TOAXOAa OOYCIOBIEH TakKe TeM, YTO B HACTOSIIee BpeMs MpPaKTHUIECKH
OTCYTCTBYIOT CIIEIHATH3HPOBAHHBIE IEHTPhI, MEAHITMHCKHE YUpeAKIeHHS U 0OIecTBEHHbIe OpTaHH3aIll,
NIeATeIbHOCTh KOTOPBIX HallpaBJIeHa Ha pelieHHe mpobiaeM 6o1pHEIX CMA.

Komnaexcroiti n100x00 6 petieriu NOCMAGIEHHbIX Gbilile NPobIeM SGIAEMCA HCUHEHHO HeobX00UMbIM
anemenmom ¢ nomouju boavHvim CMA. Bnazomeopumenvhas npoecpavmma «Paszeumue cucmemst nomouju
bononvin CMA» B® «Cemwvu CMA» npednacaem cucniemuvie peuieHus 6 OAHHOM HANPAGIEHUU U
Pe3Vabmanmsl ee peaiu3ayiil He moibKo Hanpamyro nomozawom 6onsHeiv co CMA, Ho u co30arom YHUKATbHYIO
6&3_]/’, HUCHOAb306dHIHE KOHIDpOi:' Homoacen, Kak chleyuaiucniam, mdaxK U UHbIWM 30UHINEPECOGAHHbIM TUlAM
Pacuiupums 603MONCHOCHU 6 onpocax nomowju boavHeim co CMA u Opyeumu HepeHo-MbilleuHbIMIU

3abonecanusmiL.
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baarorBopuTe/IbHAasl NPOrpaMmMa
«Pa3BuTHE CHCTeMBI MoMoInH 00a6HBIM CMA»
1.06mue moJoKeHus

1. BraroTBoputenpHas mporpamMma «Pa3Burue cucteMsl moMomtu 6oapHEIM CMA» (namee — IIporpamma)
BrarorBoputenpHoro @oHIa MOMONIH OOJBHBIM CIHHAJIBHOI MBIIIEYHON aTpodueill U APYTUMH HEpBHO-
MBIIIeYHBIME  3a0oeBaHmIMH (mamee — @DoHI), paspaboTaHa B COOTBETCTBHH C TpeOoBaHHAMH U
nonoxkennsMu Koncrurymuu Poccuiickoii @exneparmu, ['paxmanckoro Koaekca Poccuiickoit Menepariii,
(benepanpHBIX 3aKk0HOB Poccuiickoit @eneparnim «O HEKOMMEPISCKUX OpraHu3aniiax», «O0 obIecTBeHHBIX
00BbeIHHEHUSIX», «O 0J1aroTBOPUTEIHHOM JIesITeIbHOCTH u 0J1aroTBOPUTEILHBIX
OpraHu3zamisix», Y crapoM QoH1a i HHBIMH HOPMAaTHBHO-IIPaBOBBEIMU aKkTaMu Poccuiickoil @enepaliii.

2. JlesrenpHocTh b®@ «CeMpu CMA)» mpH pealn3alliil HACTOAINEH IPOrpaMMbl COCTOUT U3 pealn3aliii
HallpaBJIeHUI JIesTelbHOCTH (DOH/Ia, MOAIpOrpaMM H MPOEKTOB, BXOAANMX B Hactosirywo IIporpammy, a
TaKKe HHBIX MEepOIIPHSTHII, HAIIPAaBIEeHHBIX Ha pelleHHe KOHKPETHBIX 3aljad, COOTBETCTBYIONIUMX YCTAaBHBIM
neasiM QoHIa U KOTOpPbIe CIOCOOCTBYIOT peain3aiiu MporpaMMBl.

3. Cpok peanu3aiiiyi MeponpusaTiii biaarorBoputenbHOI IporpamMmsel — ofaud roxa: ¢ 10 sasaps 2021 roja o
31 nexabps 2022 roma. IlpojuteHue neiicTBHS BlIaroTBOpHTEIRHON HpOorpaMMBI BO3MOKHO TOJIBKO IIO
pentenuto IIpaBnenus.

2. OcHOBHBIE IIeJIH

2.1. Ilempto IIporpammbl sBiaseTcs (¢GopMupoBaHHe UMyIlecTBa (oHIA (ISHEKHBIX CpE/ICTB,
HMYIIECTBEHHBIX MOKEPTBOBAHUI, HHBIX BUJIOB HMYIIIECTBA) Ha OCHOBE JI00POBOJIBHBIX MOKEPTBOBAHUIT OT
IOPUAMYECKNX M (DU3HYECKUX JHI] U HHBIX, HE 3allPelIeHHbIX 3aKOHOM IMOCTYIUICHHH H HCIOIb30BaHHE
JTAHHOT' 0 MMYIIIeCTBA /IS OCYNIECTBICHNS OJIaroTBOPUTENBHOI A TEIbHOCTH, HAallPaBJISHHOI Ha MTOMONIb U
MOMJIEPAKKY JeTell U B3pOCIBIX CO CIIHHATbHONI MBIIIEYHOH aTpodueil H JPYrUMH HEPBHO-MBIIIETHBIMH
3a00J1eBaHUSAME, UX CeMell U OIM3KIX, a TAK/Ke Ha OKa3aHHe MOMOMIN U IMOAJIEPKKU IPYTHM HEKOMMEPUECKIM
OpraHm3aIisiM, a TakkKe VYUpekJIeHHSAM U CHelHadicTaM, OCYIIECTBIIONINM JIeATeTbHOCTb,
COOTBETCTBYIOIIYIO Ie/IsIM JiesTeabHOCTH DoH/a.

2.2. TlporpamMma HampaBlieHa Ha BCECTOPOHHEE pa3BUTHE CHCTEMbl TOMOIIH OONTbHBIM CIHHATBHOI
MBIIIEYHOI aTpodHeil U IPYTHMH HEPBHO-MBIIIEUYHBIMU 3a00eBaHISME, U HX CEMbSM Ha Tepputopnu PO u
3a ee IpejesaMi, IMOBBIIICHUE e KauecTBa, BHEApPEHHEe COBPEMEHHBIX MOIXOJ0B M METOJIHK, CTaH/IapTOB
OKa3aHUS MOMOIIH, pa3BHTHE HH(MOPMHUPOBAHHOCTH O 3a00JIeBaHHM, KBaTH(UKAIIN, 3HAHII U HABHIKOB
CIIEIHATNCTOB, 3aHATHIX B OKa3aHHH moMonm 0oapHBIM CMA, pa3BUTHE ITOMOIIH B PerHOHaX U APYruM
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HaIlpaBICHUAM, COOTBETCTBYIOIINM YcTaBy (DoHpa, a Takke OKa3zaHHE ITOMOINN W IOJJEPKKH CEMBIM
oonpHBEX CMA.

2.3. PaboTa B IIporpaMmMe BEICTCA 110 IBYM HaAIIPaBJICHIM: OKa3aHHE ITOMOINH HEIIOCPEACTBCHHO CAMHM
oonpapIM CMA 1 APYIHMH HEPBHO-MBbIIICTHBIMIL 3&60JIBB&HHHMH, HX OIM3KHM U pa60Ta Ha CHCTCMHBIC
H3MECHCHHA C cm‘yauﬁeii OKa3aHHd IIOMOIIH H ITOJACPAKH CCMbIAM, B KOTOPBIX BOCIIMTRIBAXOTCA JIETH CO CMA
H B3POCJIbIM C 5THM 3a00JIeBaHIIEM.

2.4. OcHOBHBIE 3a/1a4i bIaroTBOPUTENBHOI IIPOrPAMMBI

JocTtixenue I1eneii [IporpaMMsl IpeycMaTpUBaeT OpTraHU3AINI0 U MpPOBe/ieHHe MIPOSKTOB H MYOIMYHBIX
MEpOIPHATHII, HAIIPAB/ICHHBIX Ha:

e [IOBBINIEHHE OCBEIOMICHHOCTH O CIIHHAIHHON MBIIIETHOH aTpOHI U IPYTHX HEPBHO-MBIIIECTHBIX
3a00I€BaHUAX, HX 0COOEHHOCTIX U MOTPeOHOCTIX MAIEHTOB ¢ STHMH 3a00JIeBaHUAMHU Cpe/TH
ceMell, MEUITHHCKHIX CIIEIIHAJIHNCTOB H B OOIIECTBE;

e cuHcTeMaTH3aIusg uMmeroleiica nagopmanm mo CMA u obeclieueHHe JOCTyIa BCEM HYMKIAOIIHMCS
K Heil

e H3ydYeHHe H 0000IIeHHe MHPOBOTO ONbITa B 001acTit CMA U paclipocTpaHeHHe TYUNINX HpaKTHK

e IIpoBeJeHHE 00YJArOIINX, IPOCBETUTEIBCKIX H HHBIX MEPOIPHATHII U1 00IbHBIX co CMA, WwIeHOB
UX ceMell, a TakkKe CIIeIHaINCTOB, OKa3bIBAOIINX ITOMOIIE 00apHEIM CMA U ApYTUMH HEPBHO-
MBIIIEYHBIMH 3200/ IEBAHHSIMHI

* HajJlaKUBaHHE B3aHMOOTHOIICHHIT H OpraHu3aIiis B3auMOICHCTBHISA C CYIIECTBYIOITHMH
METUITHHCKUMH H JIPYTUMH OpraHu3aliIMi 0 GU3HYECKUMH JIHIIAMH B paMKaX ITOMOIIH O0IbHBIM
co CMA c 1eipio yIydiIeHns KauecTBa OKa3bIBaeMOil MMOMOIITH U HOIepKKH 00IpHBIM co CMA;

e opraHm3anusg B3aUMOJEIHCTBHS C JeueOHBIMH YIpeKAeHUAMHI, HHBIMH FOPHIMISCKIMH JTHIIAMH;

e cojelicTBHE B IOMYyUeHHH KBATH(QUITHPOBAHHOI MEIUIINHCKOM, COIMATRHON H HHOM ITOMOIIH
oompHEIM CMA

e pasButHe oMo 60asHEIM co CMA B pernoHax

e coxefictBre 00dpHEIM CMA H HX ceMbSM B aJlalTalliH K CIOKHOII JKH3HEHHO CHTYaIliH,
BBI3BAaHHOII THarHO30M

e okaszaHue 60apHBIM CMA 1 UX OJIM3KHM KOCY/IbTaITHOHHOI, HH(OPMAIHOHHOI, COITHATLHOII,
MCUXOJIOTHYCHCKOMN. FOPUAHMIECKON U HHBIX BUIOB MOAIEPAKKH B PEIICHUH BOSHHKAIONIUX BOIIPOCOB

e opraHmu3anus ImpeocTaBIeHUS aipecHOi 61ar0TBOPHTEILHOM ITOMOTITH;

e cOop OmaroTBOpUTEIBHBIX MOKEPTBOBAHMUII Ha peannsaiuio [IporpaMMe;

e opra"mzanuoo (GopMHpPOBAaHUS H JIOBEJACHHE 0 CBEISHHS KEpTBOBaTeleil OTUETOB O IIelIeBOM
HCTOJIb30BaHUU IIPEIOCTABICHHBIX B3HOCOB H MOKEPTBOBAHMII.

3. Yupasaenue u peanusanus IIporpammsl
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3.1. IIpaBnenue sBisiercs BoiciM opradoM yipasieHus b@ «Cempu CMA». K komnereninu [Ipasienus
B® «Cempu CMA» OTHOCUTCH:

e yrBepxKAeHue I[IporpaMmbpl, BHECEHHEe B Hee H3MEHEHHII H JIONOJIHEHHI, YTBEpIKIEHHE TeKCTa
H3MeHeHHI (JomoHeHuil) oo [IporpaMMel B HOBOIT peaKITui;

e yIBep:KIEeHHE IUIAHOBOTO T0/10BOT0 OromKeTa (cMeThl) [IporpaMmsr;

e I3MeHeHHe IIIAaHOBOTO TojoBOTO OrojskeTa (cMeThl) IIporpaMmbl B ciiydasx HeoOXOIUMOCTH €ro
KOppeKTHpoBKH Oosee ueM Ha 10 (/lecaTh) MpOITEeHTOB OT 3aILTAaHHPOBAHHOH CYMMET,

e [IPHHSTHE PelIeHHI 0 cpoKax peanm3aruu IIporpammel, B TOM YHCIE O JIOCPOYHOM IIpEeKpaIeHHH
peamnzaiu [IporpaMmbl 60 0 TPOATIEHHN CPOKOB peaau3anuu IIporpaMMet;

® paccMOTpeHHe xKano0 3asBHTENIe Ha pelIeHIs OPTaHoB YIPaBISHHS H JOKHOCTHBIX i DoHIa B
CBSI3U C peam3aimei [IporpaMMbl U IPHHATHE PENIEHHIT M0 TAKHUM KaobaM.

3.2. PykoBoautens IIporpaMMmbl OCyIIecTBISeT OOMIMII Haa30p 3a X0oA0M peamu3aruu [IporpaMMBl.
Pykosoaurens IIporpamMel B ¢Bs3H ¢ yrpaBiaeHueM [Iporpammoir:

e KOHTpOIHpYeT coOMIOJIeHHe 3aKOHOJaTeabcTBa Poccumiickoii MDejepallii B CBSI3U C pealH3aliei
MeponpusTiil [IporpamMMer;

® TJIO IIpencTaBJICHHIO KOOpIHUHATOPOB HpOl'paMMLI IIpHUHUMAaeT PelIeHHA 00 OKa3zaHHH
0J1arOTBOPHUTENBHOI MOMOIIH (pellieHIe JOKHO OBITh MPeIBApUTEIbHO COTIIACOBAHO ¢ JUPEKTOpOM
@oHpa);

e KOHTPOIHPYET HCIOJIb30BaHue 00 uKeTa [IporpaMmMe! (00beM 1 HallpaBIeHHe PACX0/I0BaHHS CPEJICTB
OroKeTa J0KHBI ObITh coriiacoBaHbl ¢ J[upekropoM @oH/a)

e I[pUHHMAeT pelleHHs o0 opraHu3amuu (MPOBEJEHNH) KOHKPETHBIX MEPONpPUATHII B paMKax
peamm3aruu  IIporpamMMmbl, Ha3Ha4aeT JOII, OTBETCTBEHHBIX 3a IIPOBEJIEHHE MEpOIPUSTHI,
YCTaHAB/IMBAaeT CPOKH M IOPSJOK OCYIIECTBIEHUS KOHKPETHBIX JElCTBHII B paMKax IUIaHa
MEPOIIPUITHIL;

® B paMKax CBOHX TPYJIOBBIX 00s3aHHOCTEH ydacTBYeT B peanusanuu IIporpammer QoH1a.

® OCYIIECTBIISET HHBIE MOJHOMOYNS II0 BOIIPOCaM TEKYIIeil JedTeIbHOCTH, CBSI3aHHOIl ¢ peanu3anuei
IIporpamMmel.

3.3.  Koopaunarop IIporpammsl — corpyaHuk @oHzua, AEHCTBYIOUIMI HA OCHOBAHUN 3aKIHOYEHHOTO C
@®OoHI0M TPYIOBOI'O JOTOBOPA.

Koopnunarop IIporpammer:

e OpraHu3yeT JOKyMEHTOOOOpOT B paMKax peanmu3anuu IIporpamMMbl, OCYNIECTBISIET MOATOTOBKY
JOKYMEHTAIUH, HeoOXouMoil [t peam3armu IIporpammel QoHAa;

® OCYIIECTBIAET HH(POPMAIMOHHOE HAMOJHEHHe BeO-cailTa, MEeYaTHON MPOJIYKIINU, TOJTOTOBKH
nHpopMaoHHBIX MaTepuanoB MoH 1A, CBA3aHHOI ¢ peann3aiueit [Tporpammer QoHa;
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e [UIAHUPYET, 3aHUMAETCS MOATOTOBKOI U YY4acTBYeT B pea3allii IPOeKTOB U Mepornpustuii ®oHxa
B COOTBETCTBHH C Ie/SIMH U 3aga4aMi [Iporpammver @oHza;

® B3aUMOJIEHICTBYET ¢ FOPHAMYSCKUMH U (U3UISCKHMH JHIIAMH C [edbio peammnsamiuu I[IporpaMMel 1
MpoeKkToB (hoHNA, UHUITMHPYET U OCYHIECTBISET MEpOIpPUATHS, HaIpaBICHHbIe Ha IpUBICUCHHE
PEeCypCoB;

® KOOPJAMHHUPYET H OCYIIECTBISAET B3aMMOJIeiiCTBIE ¢ 3asBHTEISAMHU, OJIar onoxy4areIsiMi, JedeOHbpIMU
YUPESKICHUSAMH, KOMIIAHUSIMHU-TIOCTaBIINKaMH, mHapTHepamu @oHaa, ApyruMH (U3HUYECKHMH H
FOPUINIECKIMH JIHI[AMHU;

® KOHCYJIBTHpPYET 3asgBUTENel, Onaromoaydareneil, ;KepTBoBaTelIei H HHbIX 3aHHTEPECOBAHHBIX JTHII IO
BOIIPOCaM, CBSI3aHHBIM ¢ peann3anueil IIporpaMmer.

e B paMKaX CBOHX TPYIOBBIX OOsf3aHHOCTEHl y4acTBYeT B pealH3allHd IPOEKTOB U HaIpaBICHHIT
IIporpamMmel.

3.4. Jlna ycnemHoil peamusamun Hactosuiell I[Iporpammsl [upektop b@ «Cembu CMA» yTBepKIaer B
NITaTHOM PACIIHCAaHHH HeOOXOJIUMBIH IepedeHb YHCICHHOro cocTaBa paboTHHKOB DOHAA ¢ YKa3aHHEM HX
KOJIMYECTBA, JOJLKHOCTEI, JODKHOCTHBIX OKJIaZloB, 0COOSHHOCTEI OILTaThl TPY/AA.

4. Y9acTHHKH IPOrpaMMbI

4.1.  Yuactaukamu IIporpamMmmsbl SBISIOTCS TpakaHe U OPUIHYECKIE JHIA, OCYIISCTRISIONINE

0J1ar OTBOPUTENBHYIO H HHYIO JeSITETbHOCTD B IEIAX UCIOMHeHHS HacTosmeil [IporpaMmel, a Takke
rpaxkJiaHe H I0pHIHIecKue JINIa, B HHTepecax KOTOPBIX OCYIIeCTBISETCS 01aroTBOpUTEIbHAS eI TeIbHOCTh
B IeJIAX UCIIOMHEeHUs HacTosmielt IlporpaMMel, B TOM JHCIIE:

4.1.1. baaromoJy4aTeJld — JOII[a, KOTOpPble BBICTYNAOT B KadecTBe CYOBEKTOB MOMYICHHUS
0J1ar OTBOPUTENBHOI MOMOIIH, a TAKAKe WISHBI NX CeMel B CIIydasiX, IIpeycMOTpeHHbIX [IporpaMMoit;

4.1.2. BoJoHTepbl — QU3MUIECKHE JTUIIA, OCYNIECTBISIONINE 0IarOTBOPUTEIbHYIO JeSTeTbHOCTh B (popMme
0e3B03ME3IHOTO OKa3aHMs YCIyT (BBIIOIHEHNS paboT) B paMkax Meponpustiii [IporpaMmsl;

4.1.3. BaaroTBOPHTEIH — IOpUANYecKHe U (WiH) GHU3HdecKue JIua, BHecHme B QoHJT 6J1ar0TBOPHTEIbHBIE
MOKEPTBOBAHUS Ha Ienu peammnsauu [Iporpammsl mbo 6e3 yKazaHHS KOHKPETHBIX Ieleil HCIOIb30BaHUs
MOKEPTBOBAHMUI, €CITH TaKHe T0KePTBOBAHIS ObUIH C/IeTIaHbl B paMKaX MEPOIPUSTHIL, IPOoBOAHUMBIX DOHIOM
B CBA3H ¢ peanuzarueii IlporpaMmel, 1100 MOCTYIIIIN Ha OaHKOBCKHIL cueT, yKasaHHbI B [IprtoxkeHim No2,

4.2. 3agBHTe]b - 3TO JUI0, oOpatuBieecs B QoH ¢ 3a9BKOIl Ha MOTydeHHe 0J1aroTBOPUTEIBHOI TOMOTIIH.
3agBUTENN He IBIIOTCS yiacTHUKaMH IIporpamMmel.

S. Mepoupusitusi IIporpamMmmsl
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5.1. JloctmxkeHne menell U penieHne 3anad lIporpamMMbl OCYHIECTBISIOTCS ITYTEM CKOOPAHHHPOBAHHOIO
BBIIIOJIHEHUS B3aHMOCBSI3aHHBIX [0 CpPOKaM, pecypcaM M HCTOYHHKAaM (DHHAHCOBOTO OOecTedeHUs
MeponpusTuil [IporpaMmer.

5.2 B mensx peammzanuu IIporpamMmmbl @OHJ OCYINECTBISET KOMIUIEKC MEPOIPUSTHH IO CIEAYIOLIIM
MIpOEKTaM:

5.3. Iloamporpamma (HampapieHne) «IloMomb ceMbAM» - KOMILIEKC IIPOSKTOB, HAIIPaBICHHBIX Ha
HHIHBHAYAIBHYIO MOMIEPiKKY 00IpHBIX CMA 1 ux Oymm3kux. OCHOBHAS 3aj1ada HallpaBJIeHHs: OKa3aHHe
TTOMOIITH CeMBSM B aJIallTaIlii K 3a00JIeBaHHIO U CIIOKHOIT JKI3HEHHON CUTYaIlHH, BRI3BAHHOM 00JIe3HEI0,
obecrieveHne BO3MOKHOCTH He CHIDKATh YPOBEHb U KaueCTBO KH3HU ceMbU. HampapiieHue peann3yercs
gepes okazaHne 001pHEIM CMA 1 HX OJH3KHM KOHCYJIbTAITHOHHOI, HH()OpMAaIlHOHHOI, COIHATBHOII,
MICHXO0JIOTHYECKOH, FOPHANYECKON H HHBIX BHAOB MOJUIEPKKH B PENISHIH BOSHUKAIOIINX BOIPOCOB, a TAKKE
OpraHH3aIis IpeocTaBICHIS aipecHOIl 0J1ar0TBOPUTEIHHOM ITOMOIIHL.

5.3.1. B paMKax JlaHHO# HOAMPOTrpaMMBbI 00ecIIedHBaeTCS CBOeBpeMeHHas U IOIHOIIeHHAS ITOMOIITL O0JIBHBIM
CMA u ux OmBKHM, BKIOUAOMad B cedd OKazaHHe KOMIUIEKCHOIO CONpPOBOXKIEHHSI ceMeil
(1H( OPMAITHOHHOT 0, TICHXOJIOTHYECKOTO, COIHATHHOTO H FOPHIMIECKOT 0, a TAaK/Ke BO3MOKHOCTD MOTYIeHHS
MEIUITHHCKNX KOHCY/IbTanmii B pamkax mnpoekta "Kmuamka CMA"). Kaxzaplii cerMeHT OKa3bIBaeT
3HAYNUTEbHOE BIHSHIEC Ha KA4E€CTBO KU3HHU CEMBH B ILIEJIOM U pellleHHe BOIPOCOB, CBA3AHHBIX C OJIHUM U3
STHX BHJIOB ITOMOIIH H MOJIEPKKH J1aeT BO3MOKHOCTh ceMbe OBICTpee H MOJTHOIIEHHee aJallTHPOBAThCA K
HMeIoIeMycs 3a001eBaHII0 U CIUIaIUTh HJIH HHBEIHMPOBATh Mpo0IeMbl, 9T0 B KOHEYHOM UTOTe MPHBOJIUT K
TOMY, 9TO CeMbS BK/IIOYaeTC B KHU3Hb 0OINECTBA B KaueCcTBe MOJIHOIIEHHOTO YIaCTHHKA.

5.3.2. B pamkax moamporpamMMbl (yYHKITHOHHPYIOT MPOEKTHI: AganTamus (MOHUTOPHHT H COIIPOBOKICHIE
ceMbH, HH(pOpMAIlMOHHAA IIOJepKKa M KOHCYJIbTHPOBaHHE, IICHXOJOTHMYECKOe KOHCYIBTHPOBAHIE,
CONUAIBHO-FOPUINYECKas TOMOIIb, JOCYTOBBIe U IIPOCBETHTEIbCKIIE MEPONIPHATHS I cemeil), Knnauka
CMA (MeauIMHCKas TOJJIepiKKa M compoBokeHue), I'opsidaa JuHHA (OKa3aHHe HH(DOpPMAIMOHHON H
FOPHIHIECKOIH ITOMOIITH U MOJIEP;KKH JAeTIM U B3pocisiM co CMA, a TakKe HX CeMbSIM H OJIHM3KHM JIFOJIIM ).
A TakKe peaTu3yIOTCS OTAeIbHBIC MPOeKThI AAPecHOH MOMOIIN ceMbsM O0IBHBIX (IIOMOIIb B 00eCIIeueHIH
HeOoOXOIUMBIM 000pyI0BaHHEM, MaTepHaTbHasI IIOMOIIB).

5.3.3. B 3aBUCHMOCTH OT MOTpeOHOCTENl M CHUTyallHd B CeMb€ M HMEIOIIHXCSA pecypcoB (OHIa ceMbe
OKa3bIBaeTCcsd IOMOIIL B HEOOXOMMMOM el oObeMe, JOCTATOYHOM IS TOTO, 4YTOOBI ITOBBICHTH
KayecTBO KU3HH peOeHKa U CEMbH B IE]IOM.

5.3.4. TIpoext «Kmuauka CMA» - MeIUITHHCKHIT IPOoeKT (OoHa, HallpaBIeHHBII Ha OKa3aHHe KOMILUIEKCHBIX
MEUITHHCKUX KOHCYIbTAIHIl U IpeJocTaBlIeHHe HeoOXo Mol HH(OpMaIlHio o 3abojeBaHHI, a TakKKe
MIPOTPaMMBI TOJUYHOI0 PETYIIPHOT0 KOMIUIEKCHOTO COIPOBOAKICHHS CeMbH. B paMKax MpoeKTa IMPOBOASTCS
eskeMecsudble MeponpusaTus «Kmmanka CMA» (MeIHITHHCKHE KOHCYIBTAllUH cHelatncToB). CeMbU cO
CMA mnpHe3:XKaroT U3 pasHBIX pernoHoB Poccn, 4ToOB! BOCIIOMIHUTD HH( OpMAaIlHOHHBII BaKyyM, C KOTOPBIM
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OHH CTAalKHBAIOTCA, KOTJa Y3HAIOT O JIHarHO3e CBOETO POJICTBEHHHKA, a TaKkKe IMOIYIHTh HEeoOXOMBbIe
KOHCYJIbTAIlUH, KOTOpPbIE€ HEIOCTYHHBI I HHX B POJHOM perHoHe. IIpOeKT mpoBOAMTCS COBMECTHO C
MEeTHITHHCKIM YUpeKIeHHeM, SBISIoMUMcS mapTHepoM (oHIa. PadoTa ¢ ceMpsIMH-yIacTHHKaMH IIPOeKTa
«Knuanka CMA)» HadunHaeTcs 3a 2 Mecslia JI0 KOHCYJIbTAIUi U 1ocie B TeueHne 10 MecsaIeB mpoaonKaeTcs
perynspHOEe KOHCYJIBTHPOBAHHE CEMbH KOOPIMHATOPOM IO BO3HHKAOIIMM BOIPOCAM, B COOTBETCTBUH C
IJIaHOM paboThI ¢ ceMbeil 110 UToraM KOHCYJIbTAITHIl ¢ MeTHITHHCKIMI SKCIIepTaMi.

5.3.41 llenp: obOecredeHne BO3MOKHOCTH OompHBIM co CMA © HX pPOJCTBEHHHKaM IIOTYYaTh
CBOEBPEMEHHbBIE H IOJIHbIe KOHCYJIbTAIINU BCEX HEOOXOIMMBIX CHEIHATNCTOB B OJJHOM MECTE U B OJIUH JICHb.
[Toryyenne 60mpHBIM co CMA 1 ux OIuM3KUMH HeoOXomuMoro odheMa HH(pOpMAIUH U KOHCY/IbTAITHIL,
MO3BOJISIONICH MM aIallTHPOBaThes K 3a00/IeBaHIIO MTyTEM CO3[aHHON JOCTYITHOH CHCTEMBI KOMIITIEKCHOTO
CONPOBOKIEHUSA CceMel, 00ecHeunBalONIUX CBOCBPEMEHHYH)  MEIUIIMHCKYI0, TICHXOJOTHUECKYIO,
HHGOPMAITHOHHYIO U HHYIO MOMOIIb. MHHHMHU3UPOBATh PHCKH, BHI3BAHHBIC HEMPABUIHHBIM YXOJO0M WIH
HEMpPaBUIbHON OIEHKOH cocTosHUuA OonbHOro. llocienmyroniee peryiaspHOe COIPOBOKICHHE ceMeil
KoopAHHAaTOpoM (poHITa HEoOXOMMO ]I TIOBBIIIEHHS KOMILIAGHTHOCTH CeMbH M IIOHHMAaHHSA, KaKHM
0o0pa3oM OpraHHM30BaTh CIIEOBAHHE PEKOMEHIAIMSAM MEIUIMHCKHM 3KCIEPTOB, IMOBBINICHHE KadecTBa
JKH3HH CEMBH U COKPATHUTH IEPHOJ OCTPOIl aJalTallliH K YCIOBHSM KIU3HH C TAKEIBIM JHATHO30M.

5.3.5. IIpoekT «AzanTanusa» - OKa3aHIe BCECTOPOHHEH IMOMOMIH H HOAJIEPKKH AETAM U B3pocabiM co CMA,
a TaKXKe HX CeMbSIM U OIH3KHUM JIFOIIM, HHIUBHIyalbHAs o aepxKKa 00apHBIX CMA 1 X OJIHM3KHX, OKa3aHHe
oonmpHBIM CMA 1 HX OJH3KUM KOHCY/IbTAIMOHHOMN, MH(OPMAITHOHHO, COIMHAIBHOH, MCHXOJIOTHIECKOI,
FOPUINYECKOIl H HHBIX BUJIOB IIOJIJIEPKKHU B PEIICHUN BO3ZHUKAIONINX BOIIPOCOB. AKTHBH3AIINS [TAIIHEHTCKOTO
coobmectBa CMA, HajlaXKHBaHHe B3aUMOJIeHCTBUA, COTPYIHIYECTBA, 0OMeH 3HAHHAMH H OIIBITOM I10 YXOJIy
u oMoru 6016HEIM co CMA Mexay ceMbamu. CojielicTBHE B HHTETpaIliH B 0OIIECTBO B3POCIbIX U JieTeit
CO CIHHAIBHOH MBINIEYHOH aTpoduell U JIPYTHMH HEPBHO-MBINICUHBIMH 3a00eBaHHIMH M IIOMONIb B
aJjaITaluy B CJIIOKHOM KU3HEHHOI CUTYalllH, CBA3aHHOI C JIMarHO30M CEMBSM, BOCIMTHIBAIOIINM JIETeH U
B3pOCIBIM ¢ >TUMH 3aboneBaHusmu. CoJieificTBHE B NpPOBeJNCHHH H IPOBeJeHHE KYIbTYPHO-MAacCOBBIX,
JIOCYTOBBIX M IIPOCBETUTENBCKUX M JAPYIHX MEPOIPHATHII ¢ y4acTHEeM CeMell C JIeTbMH U B3pOCIBIX CO
CHHHAIBHOI MBINIEUHOI aTpodueil U APYTUMH HepPBHO-MBIIISUHBIMI 3a00IeBaHHAMH, UX ceMeil 1 OJIHM3KHX.

5.3.5.1. Ilenp mpoekTa «AnanTamus» - IoModb 00JpHEIM co0 CMA U HX CeMBSIM aJIallTHPOBAThCA K CIOKHOM
JKU3HEHHON CUTYalllH, CBS3aHHOI ¢ AHarHo30M. COXpaHHTh CEMbU B Ka4eCTBE MOJHOIEHHBIX YIaCTHHKOB
OOIIeCTBEHHOI KH3HH, CTHMYITHPOBATh K pellleHHI0 COOCTBEHHBIX MpobieM. B paMKax peammsariiu mpoeKkTa
y poxaureneil QopMmMHpyeTca IMpelcTaBlIeHHe O 3a0ojeBaHUH, €ro TEeYeHHWH M BapHaHTaX pa3BHTHA.
IIponcxoIUT MOATOTOBKA K MOBEJICHHIO B 3KCTPEHHBIX CHTYAIMAX H OCO3HAHHOMY IIPHHITHIO PEIEHUS O
cyabbe pebeHka u cmocofax IPopaOOTKH BO3ZHHKAKIOIIUX B CBSI3H C JHArHO30M HHIUBUIYaTbHBIX
CIIO;KHOCTEIH.

5.3.6. IIpoexThl AJpecHOl MOMOIIH JeTsM H B3pociabiM co CMA - oKkasaHHe HOMONIH OOIBHBEIM CO
CIIMHAJIBHOI MBIIIEYHOH aTpodueil U APYIUMHU HEpBHO-MBIIIEYHBIMI 3a00/IeBaHHSMU B IMPHOOPETEHHH
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H606X0,HPIMOF0 KH3HCHHO BaXHOI'O 060p}’I[0BaHI»IH, PAaCXOIHBIX MaTCpHaloB, THIHCHHYCCKHX CPCICTB,
TEXHHYCCKHX CPEICTB pea611m1rau}m H CIICHHAIH3HPOBAHHOI'0 IMHTAHHA, OILIATa pea6ﬂmrramm. ITomomte
OKa3bIBacTCA, KaK 3a CHET HpHOﬁpeTeHHOI'O Ha MOXKECPTBOBAaHHA, TaK U 3a CHCT IICPCIaHHOIO PRO-bono
HMYIICCTBA.

5.3.6.1. Ilexp npoekra - MUHUMU3HPOBATh PHCKH BTOPHYHBIX OCIIOKHEHUIH H IOJTOTOBUTH POJIMTENIEH K
AHU3HH ¢ pedeHkoM co CMA, YMEHBIINTh KOJHMYECTBO 3KCTPEHHBIX CIIy4aeB, YIYUIINTh Ka4eCTBO KU3HU
pebeHka u Bceil ceMbu B IenoM. [loBbileHHe KadecTBa KU3HH O0nbHBIX co CMA mOCpelCcTBOM
MpHOOPETeHNS U Iepeiadil KI3HEHHO He00X0MMOT0 000pyI0BaHIs, KOTOPOE CEMbH He MOTYT MOIYIHUTh OT
rocyjapcTsa (BKJIrO4as CUTYaIlnu, KOT1a HeoOX0IMOe MOKH WIH IPHOOPECTH CaMOCTOSTENBHO.

5.3.6.2. Peaym3anus mpoeKkTa «AJpecHas IMOMOIIb JIeTIM H B3pociabiM co CMA)» oCyIIecTBIseTCs IMyTeM
OTIpeieSIeH s JIHII, KOTOpPbIe MOTYT SBISThCS 0J1aromoryJaTeIsaMi, TPHBICICHUS I/ TN Iepeaadn JeHeKHbIX
CPeICTB U HHOTO MMYIIECTBA, HEOOXOAHMBIX I OKa3aHHS OJarOTBOPHTETBHOI MOMOIIH, OpraHH3aIlIH
OKa3aHUs ~ ONaroTBOPUTENbHON  moMomu.  Peammsyercs  myreM — (OpMHpOBAaHUS — OTAEIbHBIX
MPOEKTOB\IIporpaMM oOecredeHHsI M IPHEMOM 3asBOK OT HYXKIAOMIUXCS ceMel, COOTBETCTBYIOIINM
KPUTEPHSIM y4acTus B OTAEIbHOI IPOrpaMMe aIpecHOI IIOMOIIIH HIIH /IS HHIUBHIYaIbHOT 0 PACCMOTPEHHU.

5.3.7. IIpoext «I'opsvyasi JHHHMA» — OKa3aHHe HH()OPMAIIMOHHON, KOHCYJIbTAaTUBHON H IOPHIHIECKOIN
TTOMOMNIH U TOAJIEPKKHI JAETIM U B3pocibiM co CMA, a TakKe UX CEMbsAM U OJM3KIM JTIOISM.

5.3.7.1. Ilens npoekTa — KOHCY/IbTHPOBaHHe MarueHToB co CMA u ux OJIH3KHX, pa3bICHUTEIbHAsA paboTa Imo
BOMpocaM, cBs3aHHBIM co CMA, oka3aHHe SMOITHOHAIBHON HOAEPKKHI, MIPH HE0OXO0MMOCTH JUIHTEIbHOE
COIIPOBOJKIICHNE TMalleHTa (ceMbl) KOOPJAMHATOPAMH IPOEKTa H IOPHANYECKOH cayx00il, MOMOIIs B
pa3penieHnn CI0KHBIX KI3HEHHbBIX CHTYaIlHil, BBI3BAHHBIX 3a00/IeBaHIEM.

5.3.7.2. Peaym3anus npoekra «l opsdas JTHHUSA» OCYHIECTBILIETCA IMYTEM PETyISIpPHOTO IpHeMa BXOISIIHX
(TenedonHBIX) 3ampocoB OT mHanueHTOB co CMA wm ux OMM3KHX, ONEPaTHBHOTO IIPeJOCTaBICHHS
HH(popMaITHH, cIIocoOCTBYOMIEH MOBBIIISHHIO YPOBHA OcBeloMIeHHOCTH 0 mpodieme CMA; KoncympTarmun
0 COBPEMEHHBIX METOIaX MUArHOCTHUKH U MOX0/1aX K JeueHnio; CTUMYIHpOBaHUE MAIMEHTOB K 00palIeHHIO
3a ImpoQeccHoHaTBHON MEIUITHHCKOH OMOIIBIO, K CIIEIHATHCTaM 32 PeKOMEH/IAIISAMH T10 JISISHUI0, YXOIY
1 00pa3y KHU3HH I O0JHHBIX U WIEHOB HX ceMeil; M3ydeHne MeTMITHHCKOM H FOPUIHIECKOI TOKyMeHTaIuu
JIUIT, 0OpaTHBIINXCS 33 FOPHIMIECKOI IOMOIIBI0, 3allIUTa IIpaB U HHTEPECOB MAIHEHTa, BeJ[eHIe IEPEerOBOPOB
B HHTepecax MalnueHTa, COJACICTBIS B MOTYYEHHH TOCYJapCTBEHHON MONIEPKKH, COIEHCTBUS B TOTyIEeHIU
MEIMIIMHCKOH TOJUIEP/KKH, B YacTHOCTH oOOecledeHns JIeKapCTBEHHON Tepamuei, MOpHANYecKoe
COIIPOBOKJICHNUE CIOKHBIX ciydaeB; COop crarHcThHueckoil HHGOpPMAamu JUIS pPa3BHTHS IPOEKTa H
COJICHICTBUSL PAa3BUTHIO CHCTEMHOI mnojaepkku manueHToB co CMA; Co3zmaHne BcCIIOMOraTelbHbIX
MaTepHaJIOB HEMTOCPEICTBEHHO IS ITAIIHEHTOB U HX CEMEH.
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5.4. IloanporpamMmma «O0y4ueHHe H pa3BHTHe» HallpaBlIeHa Ha BCECTOPOHHEE Pa3BUTHE MOMOIIH OOTBHBIM
CMA u ux ceMbsM Ha Tepputopuul P@, MOBBIIIEHHH €€ KauecTBa, BHEJAPEHIIe COBPEMEHHBIX MOIXO0/0B H
METOINK, CTAaH/IAPTOB OKa3aHHs MOMOIIH, pa3BUTHE HH(POPMUPOBAHHOCTH O 3a00/IeBaHNH, KBaTH(PUKAIIH,
3HAHHIl H HABBIKOB CIIEIIHAJINCTOB, 3aHATHIX B OKa3aHHH MoMoIH narmueHTaM co CMA, pa3BUTHE CHCTEMBI
OKa3aHUS IOMOINIH B PETHOHAX.

5.4.1. Tlognporpamma BKJIOYaeT B ce0f KOMILIEKcH oOydarommx Meponpusatuit («Kondepenmms CMA»y,
BBIe3/IHbIE ceMIHaphl B pernonax Poccun «IlIkonsl CMA», cepus BebunapoB nukia «II1Ikomb! poautens» 1
mp.), HHGOPMAIIMOHHO-U3/IaTENbCKUIl TPOEeKT (oHIa M ApyrHe MepOoNpHsATHS, HallpaBlIeHHblE Ha
pacmpocTpaHeHre HHpopManun o 3a00/ieBaHHH H MeToJjaX O0pbObl ¢ HUM, a TakKe MPOCBENIEHUe pa3HbIX
KaTeropHil 0 HyKIaX U MoTpeOHOCTIX 00apHBIX CMA H IpyTHMH HEPBHO-MBIIICUHBIMHI 3a00JI€BaHISIMH, a
TakKe Ha pa3BUTHE MOMOIIM TaKuM OOIbHBIM B pernoHax. Pa3Hbie (opMbl mpoBeleHHS 0O0yYaromuxX H
MPOCBETUTENbCKIX ITHKJIOB H MHPOPMAIMOHHBIX MaTepHAIOB U UX TOJa4YH MO3BOJSIOT OXBATUTH OOJIbIIIEe
KOJMYECTBO 3aHHTEPECOBAHHBIX YIACTHUKOB H JIFOJIEH, HYAKTAONINXCs B HH(OpMAaITi

5.4.2. Ilens moamporpaMmel «OO0ydeHHe U pa3BHTHEY:

e JIOCTYIHOCTh CBOEBPEMEHHOIT MOMONTH U HH(popMaIuu Uit 60apHBIX co CMA U ero ceMbH

e CojeiicTBHE BHEAPEHUIO COBPEMEHHBIX MeTO0B yxoaa u Tepanun CMA B PO u mporpamm,
HallpaB/IeHHBIX Ha ToMomIb 00asHEIM CMA 1 X OIH3KUM

e CopelicTBHE Pa3BUTHIO COBPEMEHHBIX IOIXO0A0B K BeleHHI0 naiueHToB co CMA B COOTBETCTBHH ¢
MeKIYHapOJHBIMH CTaHdapTaMHu

e OobecmeueHe TOCTYITHOCTH U CBOSBPEMEHHOCTH IMOMydeHHsS HHGOPMAITHU JUIS KaKI0ro O0JIbHOTO
CMA u ero ceMbH, a TaKXke CIIeNHaTNCTOB, BOBIEUECHHBIX B paboTy ¢ HUM

e OOydueHHe MeIUIMHCKIX CIIEIHATHCTOB U coTpynHnKoB HKO, BHeIpeHHe COBPEMEHHBIX TOIX0/10B
K BEJIEHUIO MTallHEHTOB

e  DopMHpOBaHUE 0OIIECTBEHHOT0 HHTEepeca K mpodieMaM mo;ieit co CMA

5.4.3. Komiiekc oOydaronmx MEpoIpHSITHIl: ceMHUHApHl, OHIaiH-BeONHAPHl U KOH(EpeHIHH ¢ yJacTHeM
BEIYIIUX POCCHIICKUX H 3apyOekKHBIX CIEIUaJINCTOB IO PEeCHHPATOpHOH MOINepkKKe, HEBPOJIOTHH,
IIMETOJIOTHH, TICUXOIOTHH, (PM3MdecKoil peadlTaun U aOWINTalluu U Opyrux obnacteii. Meponpusatus
MpoeKTa TOCeNaloT MEIUIIHHCKUE CIEeIHAaTNCThl, MCHXOIOTH, COIHAIbHbIE PabOTHUKH, PYKOBOIHTEIH
3npaBooxpaHeHns, coTpyauukn HKO, a Tak:ke 6ompHple CMA 1 nx Om3kue. B paMkaxX IOJATOTOBKH K
MeponpusATHsIM (OHT BesieT paboTy IO BBRISBICHUIO CIIEHATNCTOR, 3aHTEPECOBAHHBIX B paboTe ¢ 60IhHBIMU
CMA u npejiocTaBiIeHNEe BO3MOKHOCTH MOJYIHTh OoJee yriayOieHHbIe 3HAHUA U HaBBIKH B IaHHOH 00JaCTH.

5.4.4. Koudpepenmuss CMA - undopmamuonHoe u oOydarolee MepOIpHATHE 10 BOMpocaM IIOMOIIH
OONBHBIM CIIMHATBHOI MBINIEYHOI aTpoduell H APpYTUMU HEPBHO-MbIIIEYHBIMU 3aboneBanusaMu B Poccun i
VHHKaJdbHas IUIOMaJKa oOMeHa peIKHMH 3HAaHHSMH U I[€HHbIM OIBITOM MEXKAY POCCHIICKUMH U
3apyOeKHBIMH crHenuatucTaMi. JISKITMOHHAs TporpaMMa paccMaTpHBaeT Bce acleKThl 3a0oleBaHHUS H
BKITFOYAET B ce0sl JIEKIUU 0 HEBPOJIOTHH, TyIbMOHOJIOTHH, (PH3HIECKOil TepaIii, OpTONeUH, JHETONOTHH,
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MMaJUTMAaTUBHON TOMOINM, JEKAapCTBEHHON Tepamuu H ApyruMm acmekraMm CMA. IloMHMO JIEKIHOHHOM
MPOTpaMMBbl, Ha IUIOIIAJIKE MTPOXOAST KPYIJIbIE CTOJbI, BCTPEUH C SKCIIEPTaMH, TPAKTHIECKHE MacTeP-KJIACCHI,
JUCKYCCHM, YTO TO3BOJUT IOJYIUTH He TONBKO TEOPETHUECKYI0, HO H IIPAKTHYECKYI0 HH(popMaIluio.
JloKkitansl, ImpejicTaBlIeHHBIE Ha KOH(EPEeHIIHH, IMO3BOJIAIOT ITO3HAKOMHUTHCS C TEXHOJOTHAMU OOpBOBI C
MIpOSBIICHUSAMH 3a00IeBaHIs, HOBEHIIHMH pa3padoTkaMu B o0nactu Tepamin CMA H TeKyIIX KITHHHYECKHX
HCIIBITaHUIL. B KadecTBe JIEKTOPOB Ha KOH(EPEeHIIMH BBICTYIIAIOT BEAYIIHE POCCHIICKHE H 3apyOeiKHBIC
CHeIHaInCcThl B 00J1aCTH OKa3aHHS IMTOMOIIH TTallHeHTaM ¢ HepBHO-MBINIEUHBIMI 3a00IeBaHUIMH.

Kon(epeHIns mo3BoseT Ipe0CTaBUTh B KOMIUIEKCE OCHOBHYIO HEOOXOAHMYI0 HHPOPMAIIHIO VIS CeMeil U
CIEIHAIUCTOB MOMOTAOIINX TpodeccHil, a TaKKe BBIIBUTH CIIEIHATICTOB, 3aHHTEPECOBAHHBIX B paboTe C
OonmpHbIMH CMA B JajbHEIIIEM H jKeTaoluX MOJY4YHTh Oojlee MOMHYH HH(OpMalmio o 3aboleBaHHH,
00y4HThCS HaBBIKAM OKa3aHHs MMOMOITH U IpodeccuoHanbHOMY yxony. KoH(pepeHIns eXeroHo mo3BoIseT
pacuIupsATh KpPyr CHEHHATIHCTOB, CIIOCOOHBIX OKa3blBaTh KOMIIETEHTHYIO IOMOIIb MAallHeHTaM C HEpPBHO-
MBINIEYHBIMU 3a00I€BaHUSAMI, @ TAKKe B JajJbHEHIIeM YIUTHIBATh OMBIT U JIyUINe MPaKTUKH, COOONICHHBIE
Ha KoH(epeHmn a1 pa3paboTKu TocylapCcTBEHHBIX IIPOTPaMM MOMOIIN U coltamm3aiim jaeteit co CMA,
obecreunTs MOTHONEHHYIO JKH3Hb CEMBSIM C 3THM JIHAT HO30M.

5.4.4.1. Ilens - mpocBeTUTENbCKas paboTa U 00yUIeHHEe MeToJaM paboThl ¢ manueHTaMu co CMA, myunmm
MHPOBBIM MPAKTHKAM IO YXOy U JICUSHHIO OOTbHBIX HEPBHO-MBIIIEYHBIMH 3200/ IeBaHUSMI, TPAKTHIECKOE

06yerHI~Ie CIIENHAIICTOB H pO,IlIITEJIEﬁ ITaImIEHTOB.

5.4.5. IlIkona CMA - HUKJ BBIE3JHBIX OOyUJaIONINX ceMHHapoB B pernoHax Poccmm. Kaxas mikosa
o0BbeIuHAEeT B cebe JEeKIIMOHHYIO YacTh M KOHCYIbTauu manueHToB co CMA. JlekimoHHBI gopMmar u
MpaKkTHYecKHe MacTep-KJIacchl 110 peclHpaTOpHON MojiepkKe, (HU3MIECKONl Tepalui, OPTOIEIHH,
JINETOJIOTHH, HEBPOJIOTHH, JICKAaPCTBEHHOM TepalnH, IpaBwIaM yXoJa U CTaHJlapTaM OKa3zaHHs moMomm. B
KadecTBe JIEKTOPOB BBICTYIIAIOT POCCHIICKHE H 3apyOeiKHbIe CIIeIHaTHCTHl, HMEOIIHe OMBIT paboThl C
oonmpHBIMH CMA WIH JPYTUMH HEPBHO-MBIIIEYHBIME 3a00JieBaHHSAMH. Bce KOHCYIBTAllMH SBISIOTCA
NyOIMYIHBIMH H HOCAT OOYYaromIumX XapakTep, SBIASICh MOJIelblo o0ydeHHS paboTe ¢ MalHeHTaMH JUIS
MEIHITHHCKHIX CIIEIHAIICTOB.

5.4.5.1. Ilens - mpocBeTUTENbCKas padoTa u o0yUeHHe MeTojaM paboThl ¢ manueHTamMu co CMA, Tydinm
MHpPOBBIM IPAKTHKAM IO YXOJIy U JIEUeHHIO OOTbHBIX HEPBHO-MBIIIEYHBIMH 3a00/I€BaHISIMU, TPAKTHISCKOE
o0ydeHHe CHOeNMaInCcTOB U poJIuTeell MalieHToB B peruoHax Poccm.

54.6. «lllxkoana poauTedasn» - B XoJe pealH3allMi OpPraHM3YIOTCS BeOHHAaphl Ha COIHAIbHEIE,
MICUXOJIOTHYeCKIe, MEIUITMHCKIE TeMBl, aKTyaIbHbIe JUIA pofauTeeil gereil u 601bHBEIX co CMA.

5.4.6.1. Ilems - uapOpMaITHOHHAS U MPOCBETHTEIbCKasA padoTa ¢ poauteasMu jaeteit co CMA, MOBBIIIIEHIE
ypOBHS HH()OPMIPOBAHHOCTH poJuTeneil u 601bHBIX co CMA.

5.4.7. IIpoext «H(popMaANHOHHO-H3IATeIbCKANA JeATeIbHOCTD - HallpaBlIeH Ha obeclieueHHe O0IbHBIX

CMA 1 ux OnM3KHX, a TaKkKe MEIMIIHMHCKHX U JPYTUX CIEMHaTICTOB H HHBIX 3aHHTEPECOBAHHBIX JIHII

HH(GOPMAITHOHHBIMH MaTepHalaMH 0 pa3aHuHbM actiektaM CMA. B pamkax MpoeKTa OCYIIECTBIISETCS

MOJITOTOBKA M pacmpocTpaHeHue HH(opMaIlMoHHBIX MaTepuantoB o CMA, nmepeBoj UccieI0BaHUIL, cTaTeil o
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pasIMYHBIX acrekTax 3a0ojeBaHNs, IPOTHO3aX, Pa3BUTHH, IOEPKIBAIONINX MeTouKaxX. Bee MaTepuab
pasMeIIarTcsd B OTKPBITOM JOCTYIe H IIyOIHKYIOTCS Ha caiite (oHIa H B COIMAIBHBIX ceTaX. Ps1 u3maHmmit
n37aeTcsd Ha OyMaKHBIX HOCHTEJIIX JUIS YIoOCTBa pacipocTpaHeHns H paboTsl ¢ HH(popMaIlHeil.

54.7.1. Ilenp mpoekTa — obecredeHHne JOCTYIIHOCTH U CBOSBPEMEHHOCTH IMOIydeHHS HHQOpMAIMH s
Kaxoro nanueHTa co CMA U ero ceMbH, a TaKKe CIEeIHaIICTOB, BOBICYEHHBIX B pa0OTY C HUM.

5.4.8 B paMkax mojnporpaMMbl «O0ydeHHe U pa3BUTHE» B aBrycre (GOHI MPOBOJUT KamilaHHuio "Mecsn
oceqoMiaenHocTH 0 CMA"' . Kammnanus HarpaB/ieHa Ha IHPOKYIO ayAHTOPHIO U CIYAKHT PacIpoCTPAHESHHIO
nHpopmManm o 3aboleBaHUN cpeau TeX, KTo cIpimuT 0 CMA BIlepBbIe. DTa IIPOCBETUTEIbCKAS KaMITaHUS
BBITIOJIHACT IPO(IIaKTHISCKYI0 (YHKIIHIO H CTAaBUT Iepel coboil 1eb MpHBIeUs BHUMAaHUE K Mpodieme
CMA u Hy;K1aM ceMeii. SIBIssach HaclIeICTBEHHBIM 3a0oneBanieM - CMA nepeaaeTcs oT poJHTelei JeTsIM
H pacmpocTpaHeHHe HHpoOpMamuH o OONe3HH MOXKeT CIYKHUTh CIHOocoOOM BBIIBICHHS HOCHTEIBCTBA U
MpoQIIAKTUKH Tepeaadn 3abojeBaHHA MyTeM HHOOPMUPOBAHHS O BO3MOKHOM IIPOBEICHHH JOPOJIOBOIT
JMHArHOCTHKH U BBIIBJICHHS HOCHTEIHCTBA, MporpaMMax CKpHHHHTa B oOIecTBe. B Xoje MepomnpusTHii
KaMIIaHHH paccKas3blBaeTcs O MpHUIMHAX Oo0Je3HH, ee BHAaX, HEOOXOJIIMOM I KH3HH 000py/I0BaHHUH,
MPUBOJAATCS CTaTUCTHUSCKUE JIaHHBIE, IPHBOJIUTCA 0030p 3apyOeKHOTO OIBITA.

5.5. Tloamporpamma «CTpaTernieckie HHAIMATHBBI) HAIpaBiIeH Ha 0O0beIUHEHHE YCUINN pa3IHIHBIX
OpraHu3aIiil i CTPYKTYpP: HEKOMMEPUECKOTO CEKTOpa, TOCY1apcTBa, MEAMITMHCKIUX OpraHU3aIluil, HAyIHOT O
coobmiecTBa M MPOU3BOAMTENEH JIEKApCTBEHHBIX CpelcTB. HanaKuBaHHE B3aUMOJCHCTBHS U
CBOEBPEMEHHOTO oOMeHa HWH(opManuell Mexkay MpeACTaBUTESIMH 3THX cdep C IeJbi0 IOBBINICHHS
Pe3yabTaTHBHOCTH U JOCTYIHOCTH momoItu 601pHpM CMA.

5.5.1. Ilexp moamporpaMMbl — OOBEIUHUTE YCIUIHS Pa3IMIHBIX OPraHH3allUi U CTPYKTYp IS pasBUTHA
3 QPEeKTHBHON KOMILIEKCHON CHCTEMbI MOMOIIM H MOIJCPKKH MallHeHTOB CO CIHHAIBHOH MBIIIEUHOM
aTpodueil, a TakKe MPeJICTaBIATh HHTEpechl U MoTpeOHOCTH O00nMbHBIX CMA, KOTOpbIE IOKHBI OBITH
CIIBIIIHBI H YYHTHIBAThCS.

5.5.2. B pamKax moAmporpaMMsl BejieTcs padoTa o coopy nHbopMaIiu o KojamdecTse manueHToB co CMA
B Poccum, mOpojABIUKeHHe pas3IHdHble HHUIMATHBBI 10 YaydlleHHro mnoMonm ©OompHbM CMA Ha
rOCy/IapCTBEHHOM YpPOBHE, COTPYJHHYECTBO C POCCHIICKUMH H MEKIYHAPOJHBIMH OpTaHU3aI[UIMU,
OKa3bpIBAIONIMMH ToMollb OonbHBIM CMA, ydacTHe B HCCIEJOBAaTEIbCKUX IIPOEKTaX, COJICHCTBHE B
MIpOBe/IeHNe KIMHIYECKUX HCIBITAHMII JIEKaPCTBEHHBIX IIPENIapaToB.

5.6. IIpoekt «Peectp CMA) - KOMILIEKC MEPOIIPUATHII IO BeJIeHHIO 0a3bl IaHHBIX (peecTpa), CoAep KaIlyro
nHpopMaio o GONBHBIX CIHMHAIRHON MBIIIEYHOI aTpodueil Ha Tepputopuu Poccuiickoii Desepariuu,
H3BECTHBIX (DOHITY, B TOM UHCIIE O COCTOSHIH 3/10poBbs. ba3a naHHbIX (peecTp) 60apHBIX CMA cocTaBiseTcs
Ha OCHOBE JI00pOBOJBHBIX COTJIACHil JTHUIl ObITh YUaCTHHKAMH PEeecTpa U B COOTBETCTBHM ¢ HOPMAaTHBHO-
MpaBOBBIMU aKTaMu P® 06 00paboTKe mepcoHaIbHbIX JaHHBIX.
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5.6.1. Ilenp mpoekta — COop cratHCTHKH 0 O0mMpHBIX CMA mpoXHBarONMX Ha Teppuropun Poccum,
COJICIICTBHE B TPOBENCHHH HAYYHBIX M KIHHHYECKHX HCCIEIOBaHHIl, COJENCTBHE TOCYyHapCTBEHHBIM
HHUITMATHBAM II0 OOECIIeUSHHIO JIeUeHHs MAIlMeHTOB, YIYUIIEHUS CHUCTEMBbl KadecTBa IMPeI0CTaBIAEMbIX
YCIYT U cHcTeMbl momontu 6o1eHIM CMA B Poccun, cBoeBpeMeHHOE HH(OPMUPOBAHIE CEMEH 0 TOCIETHIX
HOBOCTAX B obmactu CMA.

5.6.2. 3ayaun mpoeKTa: ydeT 60IbHBIX CIIMHATBHON MBIIIeYHOH aTpodueil; cucTeMaTH3ausa HHGOPMAIIH O
OONBHBIX CHHHATBHOI MBIIMIEYHOH aTpodueil; KOOpAMHANNS OKa3aHWUS MOMOIIM OOJhHBIM CIIHHATBHOI
MBIIIIEYHOIT aTpodHeil; coBepIIeHCTBOBAHNE METO, 0B JIeUeHUs 00IbHBIX CIIMHATBHOIN MBIIIIEUHOH aTpod uei;
OpraHm3aIis COTPYAHUYECTBA YYEHBIX, Bpadel-NpPakTUKOB M OOJBHBIX IS MPOJBIKEHUS HayIHBIX
HCCIe0BaHUl, U KIMHHYECKHX pPa3paboTOK, a Takke MPHUMEHEHHS HOBBIX METOJIOB JIeHeHUS OOJBHBIX
CHUHATBHON MBIIIEYHOI aTpodueii.

6. Mexanus3Mm peajn3anui u Meponpusitus IIporpammbi

6.1. JlocTizkeHue moctaBieHHBIX [IporpamMMoii menel IpoXOoAUT MOCPEACTBOM pealH3alui IOAIporpaMM
@®oHJa, BKIYEHHBIX B BiIaroTBOpUTEIBHYIO IPOrPaMMy

6.2. JleSTenpHOCTD, HAIIPaBJIEHHAS HAa pealn3alliio AaHHoil IIporpaMMel, IPOBOAUTCS B COOTBETCTBHU C I1.5
U YTBEep:KIEHHBIM IIOIIPOEKTHO KaJIEHIapHBIM IUTaHOM peanm3anuu IIporpaMMel

6.3. Tlopsnmox peamsamun IlpoektoB @oHAa, MeXaHH3M (CIIOCOOBI) MOIYT perylIHpOBaThCsS B
cooTBeTcTBYIOINX [losoxkeHNusX, yrBepxKIeHHbIX Jlupekropom @onzpa. /[anHbie 1lonoXeHUs HE MOrYT
MIPOTHBOPEYNTH HACTOAMIEH Bi1aroTBopUTeIBHOI TpOrpaMMe.

6.4. ITpu npuHATHH peleHusI 00 0Ka3aHHHU 0J1aroTBOPHUTEIbHOI oMot OOoH T pyKOBOACTBYETCS HacTOAIIeH
MPOTrpaMMOil U IPOEKTHBIMU JOKYMEHTaMH, B paMKaX KOTOPBIX IIPOUCXOUT OKa3aHHe IIOMOTITH.

6.5. B panme ciaydaeB UIS TPHHATHS pelleHHs 00 OKa3aHHH OJaroTBOPHUTENBHOH IMOMOIIH MOKET
norpeboBaThed cornacoBaHne ¢ JkcrmepTHeIM CoBeroM @onaa. DkcrepTHBIT CoBeT MOHJIA COCTOHT U3
MEIMIIMHCKUX CHEIUaTiCTOB, MOMKET CYyIIeCTBOBaTh Ha IIOCTOSAHHOH OCHOBE /MO0 CO3BIBaThCA B
HeoOXoaNMbIX cirydasx. CornacoBanue ¢ DKcepTHhIM COBETOM HEO0OXOIUMO B CIIydasix:

e  eCJIH OTCYTICTBYIOT UeTKHE BpaueOHbIe peKOMEeHIAIINH W/ HapaOoTaHHas MpaKTHKA IPUMEHEHHS B
OTHOIIIEHHH HeO0OXO0IUMOCTH MPHOOPETeHNS U I1eJIeco00pa3HOCTH HCIIOIB30BAHUS JOPOTrOCTOSIIETO
obopynoBaHus (HalIpuMep, JUIS MPOBeIeHNs BEHTIUIAIINH JIeTKHX )

e eclIH HeoOXoIMMa JIOMOJIHHUTENIbHAs MeIHIIMHCKas KOHCYIbTAllHg JUIS Toadopa ONTHMATBHOIM
TaKTHKH BeJIeHUS MallHeHTa U OKa3aHHs eMy ITOMOITH

e eClIH CyHIecTBYeT KOH(IMKT HHTEpecoB, TO ecTh CO3JaHa CHTyalus, MpH KOTOpPOIl JIHMYHas
3aHHTEPECOBAHHOCTD UeIOBEKa, OTBETCTBEHHOTO 3a MIPHHATHE pelleHus 00 OKa3aHHH MaTepHaabHOM
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0J1aroTBOPUTENBHOI OMOIITH, MOKET IMOBIUATH Ha IpoIlecc MPHHSATHS PelIeHHs H, TAKHM 00pa3oM,
MpHHECTH yHIepd uHTepecaM obiiecTBa 100 QOoHIY.
e HeoOXomuMa KOHCYJIbTAIMS 3KCIIEPTOB IS peaIH3alliHi TOTO HIIH HHOTO MPOeKTa MIIN MOJIIPOr paMMbl
¢dona
6.5.1. IIpunnumns! ¢opMHpPOBaHHS DKCIIEPTHOTO COBETa, IMOPSIOK MPHHATHA pPellleHHil yCTaHABINBAeTCA B
nonoxeHnn 06 DxcueprHoM coBeTe BD «Cempu CMA.
6.5.2. TlonoxeHne o0 DKCIEPTHOM COBeTe He MOJKET MPOTHBOPEUHTH HacTofAmleil BiaroTBopHTensHOI
MIporpaMMe.
6.5.3. IlepBoHaYaJIBHBIN COCTaB DKCIEPTHOTO COBETA yTBepsKIaeTcs npuka3zoM /Jupexropa @oHua.
6.5.4. Ha DKcHepTHBII COBET MOTYT BO3JararhCsi HHbIE IOJHOMOYHS B COOTBETCTBHH C IOJOKEHHEM 00
OxcneptHOM coBeTe bO «Cembu CMA» mim penteHueM /[upekropa @oHpa.

6.6 JleHe:xxHbIe CpelicTBa H HHOE HMMYHIECTBO, HEOOXOAMMOE IS OKa3aHHs OJ1aroTBOPUTEIHHON TOMOIIH
MPHBIEKAIOTCS IMyTEM:
® pa3MelnleHns COOTBETCTBYIOMNIEl HH(OPMAITIH B CPeICTBaX MaccoBOil HH(popMaiiu, cetu HTepHET;
e TIpoBelieHHs 0JIaTOTBOPUTETHHBIX MEPOIPUSTHIL/aKIUil, HAlIpaBIeHHBIX Ha MPUBJICUCHNE ICHEKHBIX
CpeCTB H HHOTO HMMYIIECTBA;
® YCTAaHOBKHU SIIKOB IS ITOKEPTBOBAHHUIL;
e TIpAMOTO oOpalnieHHs K MOTEHINAIbHBIM OJ1ar0TBOPHUTEIISIM;
® HBIMH He 3allPeNIeHHBIMU 3aKOHOM CIIOcO0aMH.
6.7. @oHI WMeeT IMpPaBO OCYIIECTBIATh OPraHU3AIMIO0 U IPOBEJEHHE pa3THIHBIX O1aroTBOPUTEIHLHBIX
MEepOIPUATHII, HaIIPaBICHHBIX Ha JOCTIDKeHNe 1eneil IlporpaMMsl.

6.8 Jlupektop exeroaHo oruutbiBaeTcs mnepen IIpaBienneM @oHAa O KOJIMYECTBE JIMI[, MOJYYHBIINX
0J1ar oTBOPUTENBHYIO TIOMOITH U 00 HTOrax peann3aiu brarotBoputeabHoil IIporpaMmbr DoHjA.

7. KoHpuIeHIHAIBHOCTH CBeleHHH H HH(OPMaIHH, IOJY4YeHHbIX NpH peaans3annu IIporpammbi

He sBigercs KOHQUIGHIIHAIBHOW HHpOpMAINusi, CIOocoOCTByIomas pasButuio IIporpaMMbel U
CTUMYJIHPOBaHHIO OJarOTBOPHTEIbHOI JiesTenpHocTH DoHaa. K Takoii nHGOpMAIUI OTHOCATCS: CBEICHIHS
00 oOmeii cyMMe MOKEepTBOBAaHMUI M KOJIWYIeCTBE OJaroTBOpHTENEH 3a Ompe/leleHHbIl HHTEpBAT BpeMeHH
(kBapTal, moarojia, rox); o6 opraHmsamusx — OmarorBoputensx IIporpaMmbl (MX BHAAX AEATETbHOCTH,
HAaUMEHOBAHHX), O YacTOTe MOKEPTBOBAHMII 3a OMpeeleHHbI MepHoJ; cBeleHHS 00 oOmell cymme
OKa3aHHOIl 0JaroTBOPUTEIPHON MOMONIIM U KOoJH4ecTBe OiaromoiydaTesieil 3a OmpeleleHHbIl HHTepBal
BpeMeHH (KBapTal, IOJroja, roi); HHpopMamus O MPOBOAMMBIX AaKIMAX U HHBIX MEPONPUSTHSX IO
[Iporpamme; nHpOPMAITUSIX O IEIEBBIX HTOTAX IIPOT PAMMBI.
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@oHAa ocTaBifgeT 3a co0Oil MpaBO HCIMOIB30BaTh HH(OpMAINO, MOJYYCHHYIO B TMpOIlecce peaan3aIiui

HpOl'paMMbI, C IICJIbH0 HAKOIUICHHA H IIEpEIavH OIIbITd, B HCCICIOBATCIBCKHX H CTATHCTHUYCCKHX ICILIX, a

TAKGKEe B NCIAX pa3sBHTHA 6JIal"OTBOpHTe}IbHOI:i JACATCIIbHOCTH H YIYUIICHHA KadcCcTBa ITOMOIIH OOIBHBIM

CIIMHAIBHOI MBIIETHOI aTpoduei 1 IPYTHMU HEPBHO-MBIIIIEYHBIMHI 3a00I€BAHIIMIL.

8. Pacnpocrpanenue uHpopmanuu o Ilporpamme

Hudopmarnis o IIporpaMMe 1 MpOBOIUMBIX B paMKaX Hee MEPOTIPHATHSIX OyAeT paclpOoCTpaHIThCs ITyTeM

pasMernieHHs Ha oduuaabHOM caiite http://f-sma.ru/, a Takke ¢ moMonbro HHGOPMAIHOHHBIX PacChUIOK U

10 JpYTUM UH(OPMAITHOHHBIM KaHaIaM.

9. Il1anupyeMble pe3y abTaThl peajuzanun IIporpaMmsr:

CempsaiM co CMA u ux OIHM3KHM pPeryaspHO OKa3bIBaeTcs 3ampalinBaeMas KOHCYJIbTAllHOHHAS,
uH(pOpMaIHOHHAasA, COIHAlTbHAS, ICHXOIOTHUECKasi, OpPUIUYECKas M HHBbIE BHIbI IOMOIIH H
MOJJIEP;KKHU B pENIeHHH BO3HHKAOMIIX BOIIPOCOB.

Cempn co CMA perymipHO MOIy4alOT MaTepUATbHYIO MOMJEPKKY B BHAE HEOOXOIHMBIX
o0opy/oBaHNs, CpeICTB THTHEHBI, PACXOJHBIX MaTepHalaoB, OIUIATHl peadIIMTalMi u Tp. B
COOTBETCTBHUH ¢ pecypcamiu (poHa.

Benetest u perynspHO 00HOBIsSeTCs peecTp 60mbHBIX co CMA.

IIpoBonsitcs ounble MeaunuHcKHe Meponpuiatas «Kmianka CMAy, ocyliecTBIseTcsl KOMILIEKCHOE
COIIPOBOXKJCHHE ceMell yJacTHHKOB IpoekTa «Kiunanka CMA».

Cembsam co CMA perymnsipHO OKa3bIBaeTcs 3alpaniinBaeMas FopuIiecKasi ToOMOIb.

IIpoBoasiTCS MPOCBETUTENBCKIE MEPOIIPUSTHS Ha TeMbI, Kacaroruecss CMA u pa3HBIX CTOPOH KU3HH
C 3THM 3a00JIeBaHUEM, IOCPEICTBOM KOTOPBIX YBEIHUILIOCh YHCIO0 HHPOPMHUPOBAHHBIX O O0JIE3HN.
IIpoBonsATCs 3aIITaHUPOBaHHBIE MEPOTIPUSATHS 00yJaroNIero Xapakrepa Uil ceMeil U CIIeIHaTINCTOB B
pasHbIX pernonax Poccun u mocpejictBom onnaitH-Bemanus: «Koundepenmus CMA», BeOHHapHI.

B it pernonax Poccun mposeieHb! Meporipustis cemunapoB «IIIkomsr CMA», HallpaBleHHBIE Ha
00OMEH OIBITOM U 00ydeHHe MEIHIIMHCKOTO IepcoHala, paboTarolero ¢ JeThMH H B3POCIBIMU CO
CHUHAIBHOI MBINIeYHOI aTpodHeii.

IToaroTosiaeHs MHQOPMAIIOHHBIE MaTepHAIbl IO pa3HbIM acriekTaM CMA B IOMOIIb CEMbsIM, a
TakXke IMoJe3Hble B paboTe Bpaueil pa3HbIX CIEIMAIbHOCTEH U OPraHM3aTOPOB 3JIPaBOOXpPAaHEHHS,
paboTarONIX ¢ TAKUMH HallHEeHTaMH.

Benercs koncynpTHpoBanue apyrux HKO u opranusaiiuii mo Borpocam pa3IndHbIX aciiektoB CMA

10. brog:ker (cMeTa) POrpaMMbl

10.1.

E:xeronHelil I1aHoBEI 010 1KeT (cMeTa) IIporpaMMmel, gaiee mo TeKeTy — "Brojuket" chopmipoBaH Ha

naty yreepxnenus [Iporpammsl (IIpmtoxenne Nel).
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10.2. brojmxer cocTaBiIgeTcs H3 pacucTa obecriedeHNsS MHHHIMAIBHO H606XOI[IIM01"0 (bIIHaHCI/IPOBaHI'IH
HpOl'paMMI)I 110 COOTBETCTBYHOIIIHM CTATBAM.

10.3. B nponecce peanuzanuu IIporpaMmel, ¢ y9eToM KOJIMYECTBA 3aSBOK HA OIIPe/IeJIEHHBIN BU] aJIpECHOM
OJaroTBOpUTENbHOI MOMONIHM M o0beMa IOCTYHAIONIMX IIOKepTBOBaHMIL, bromker MokeT OBITh
CKOPPEKTHPOBAH B CTOPOHY YBEIHYEHUS THOO COKpAIIeHUs IIaHOBOTO 00beMa pacXxoJIoB.

10.4. Pemenns o6 nm3MeHeHnn brokeTa B npejenax 10 (JlecsaT) mpoieHToB, B TOM dHcIe 00 H3MeHEeHHH
pacmpezieieHHss CyMM MEKIy cTaThsiIMH blojkera, nmpuHmMarorcs Jlupexkropom @oHma, a B CiIydasx
MPEeBBINIEHIS JAaHHOTO IoKazates — [IpaBiennem @oHa.

10.5. Ecnu no HezaBucammmM oT QoHa npudnHaM biaromnonydarelib 10 MOMEHTA PacX0I0BAHHSA JIEHEKHBIX
CpPeJICTB, COCTABIIAIONINX CYMMY 0J1ar0TBOPUTEIBHOM aipeCHOI ITOMOIIH, TIepecTall HyAK/IaThbCA B MOTYIeHIH
JAaHHOTO BHJA IIOMOIIH, TO coOpaHHBIe cpeJicTBa MOIYT ObITh MO pemreHuro Jlupektopa @oHna
nepepacipeielieHbl Ha peaan3aliio HHbIX mporpaMM QoHja.

10.6. JleHexHBIe CpeAcCTBa, KOTOPBIE OCTAIOTCA HEM3PACXOJOBAHHBIMHU I10 HTOTaM 3aBEPIIEHHSI KaKIO0ro
(HMHAHCOBOTO TOJA, JOJDKHBEI OBITh YYTE€HBI B COOTBETCTBYIOIINX CTaThdX brojpkeTa Ha CileXYFOITHIT
(bHHAHCOBBII TOJ.

10.7. JlenexHble cpelcTBa, OCTAIONINECS 10 UTOTaM 3aBeplleHHs peanuzanuu IIporpaMMel, HanpaBISOTCS

Ha HHBIC [EIH, IIPEAYCMOTPEHHBIC YCTaBOM @oHpa.

10.8. JIna peammszammuu IIporpammel DOHIOM HCIONB3yeTcs OaHKOBCKHE cueTa, O(OpMIICHHBIE IS
ocytecTBIeHNS PHHAHCOBOI JesiTempbHOCTH DOoHNA.

10.9. Cpox ncnonp30BaHUS JIEHEKHBIX CPEJICTB, IOCTYIMHBIINX B Ka4eCTBE [T0KEPTBOBAHMUII Ha peaIi3aluio
IIporpaMmel B iepuo/1 €€ JIeliCTBUS He OTPaHIYEH.

10.10. Pacxonpl, cBs3aHHBIE C yropaBiaeHueM IIporpammoii, OILIaYMBAKOTCS 3a CUET CPEICTB brokera
IIporpammel.

10.11. AaMuHHCTpaTHBHO-yIpaBieHUeCKHe pacxoabl DOoHIAa YYHUTHIBAIOTCH BHE IPAMBIX PAacXoJlIOB Ha
peamm3aiuio O1aroTBopuTebHBEIX I[Iporpammel @onma. CornmacHo crathe 17 @enepalbHOTO 3aKOHA OT
11.08.1995 Ne 135-03 «O 061aroTBOPUTEIBHOI AeATeIFHOCTH U 01arOTBOPUTEIBHBIX OpTaHH3AIIAX», J0IA
TaKHX PacxXoJI0B HE MOKeT MpeBbimarTh 20 MpOIEHTOB (PUHAHCOBBIX CpeNCTB, pacxomxyeMblx DoHIOM 3a
(bHHAHCOBBII TOJ.

ﬂaHHbIe PacxoJibl BKIIKOYAROT:

® pacxo/Jibl Ha COACPAKAHNC aIMHHHCTPAaTUBHO — YIIPABJICHYECKOI'O IICPCOHAIIA,
®  XO3fICTBCHHBIC Pacxolibl;
® pacxolibl Ha H3I'OTOBJICHHE AMTHKOB JUIA cﬁopa HO}KepTBOBaHHﬁ H HX IMOCICAYIOUIES 06Cﬂy)I{PIBaHIIe;

® pacxoJbl Ha ycayru OaHKa;
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® pacxolbl Ha MOYTOBBIE U YCIYTH KYPhEPCKOI JOCTaBKHU JOKYMEHTAITHH, 3a HCKIIOUEHIEM JI0CTaBOK
000pyIOBaHNUS U TIP. B CEMBH.

® KOMMYHHKAITHOHHBIE pacXoibl, BKIOUas Telne(hOHHYI0, MOOIIbHYIO CBS3b;

e OIUIaTa HAJOTOB U IONUIHH, BKIIOYaeMBIX B PacXo/Ibl COTJIACHO 3aKOHOIaTeIhcTBa PO

® pacxoJbl Ha HH(OPMAITHOHHbIE, ayTUTOPCKHE, KOHCYJIbTAIIHOHHBIE U T.II YCIYTH;

® pacxoIbl Ha OIUIaTy OyXTralATepCKOTO MPOrpaMMHOIO o0ecliedeHHs M SIEeKTPOHHOTO JOCTyHa K
pecypcaM, HeoOXOAMMBIM JUIS OCYHIECTBICHIS 1€ TS IbHOCTH

e apeH/a MOMENIeHUIT, HeOOXOMMMBIX J7Isl OCYIIECTBICHUS AeATEIbHOCTH

e IpyTHe aHAIOTHYHBIE 10 Ha3HAYCHUIO YIIPaBICHIECKHE PACXOIbI.

11. UcTounnkyn PHHAHCHPOBAHHUS MPOrPaMMbI
11.1. ®uHaHCHPOBaHIE MPOrPaMMBbI OCYIIIECTBIISIETCS 3a CUET:

e 0JaroTBOPUTEIBHBIX IOKEPTBOBAHMIL, B TOM YHCJIE HOCSIINX IIeJIeBOil XapakTep (0JaroTBOpUTEIbHBIE
TPaHTHI, YaCTHBIE II€JIEBbIE IOKEPTBOBAHIS ), IPEIOCTABIIEMBIX I'Pak/IaHaMH U IOPHINYECKIMH JIHI[aMH B
JIeHe/KHOH I HAaTypaIbHOH opMe;

® [IOCTYILIEHUI OT JIeATeIbHOCTH II0 IPHBICYCHHIO PECYpPCOB (IPOBeIeHHEe KaMIAHHII 110 IPUBICYEHUIO
BrarotBoputeneit u J[oOpoBoJbIleB, BKIOUAs OpraHU3allMi0 KaMIaHHI 10 cOopy BlIaroTBopHTEIbHBIX
[10KePTBOBAHHII, MTPOBEeHNE HHBIX MEpONIPHUATHII, HE 3alpPEeNIeHHBIX C 3aKOHOJATeIbCTBOM Poccuiickoit
@enepaiiuu.

12. Cpoku peanm3anuu 0J1aroTBOPUTEIbHOH IPOTPAMMBbI

12.1. Cpok peamm3aimu bi1arotBopuTeIbHOM mporpaMMbl — ofuH roj: ¢ 01 suBaps 2021 roga mo 31 mexabps
2022 rona.

12.2. IIpomiienue felicTBUS biaaroTBoOpHUTEIbHOI IIPOTPpaMMbI BO3MOKHO TOJIBKO 110 penteHuto [IpaBineHns.

12.3. JlocpouHoe MpeKpalleHHe peaa3aliii OIaroTBOPHTENBHON MPOrpaMMbl BO3MOJKHO TOJBKO TIO
pemteruto IIpaBieHus.

13. BHeceHHe H3MeHeHHH H [0NOJHEHHH B IPOTrpaMMy

13.1. ITo pemeruro IIpaBnenns B IIporpaMMy MOTYT OBITh BHECEHBI H3MeHEeHHS U (WIH) JonoaHeHuI. [Ipu
3HAYUTEIPHOM KOJIMYECTBE M3MeHeHH u (wmm) gomosHeHuil [Iporpamma yrBepxkmaerca [IpaBieHueMm B
HOBOI peJIaKIIHiH.

13.2. 3meHeHus u jgomnoiaHeHus B IIporpammy (HoBas pemakiius IIporpamMmbl) BCTYMAlOT B CIUTY C JaThl,
YKa3aHHOI B pellleHNH 00 HX YTBepKIeHHH JIHO0 ¢ MOMEHTa HX yrBep:kaeHus [IpaBieHuneM.
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13.3. lI3MeHeHus u gomnonHeHus B [IporpaMMy He HMEIOT 0OpaTHOI CHIIBI, TO €CTh He PaclpoCTPaHSIIOTCSA Ha
[IPaBOOTHOIIIEHUSI YYacTHUKOB IIporpammel, BO3HHKIIHNE [0 BCTYIUIEHHS B CHJIY TaKHX H3MEHEHHIl

(ToTOJIHEHMIT ).

13.4. CBenenusa o0 m3MeHeHHH (JomonHeHnu) IIporpamMmel, BKIHOYas TeKCT H3MEHEHMI JOBOASTCS JI0
CBEJCHHS 3aHHTEPECOBAHHBIX IIHI CHoco0aMH 10 YCMOTPEHHIO JOJKHOCTHBIX JIHII, YIIPaBISIOIINX

IIporpamMmoii.

IIpencenarens Ilpasiennss b® «Cempu CMA»

Y

Anerkcanuna 10.B. al ,4»///
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