C 2012 r. no 2023 r. 66111 3anyLUEeHbl U peann3oBaHbl MPOEKTbI B CReayLWnX
pervoHax: Xabaposck (2021), BnagmsocTtok(2022), KpacHosipck(2022), Bonrorpag
(2020,2022), ActpaxaHb (2018), Benropog (2018), Bonorga (2013, 2014, 2016, 2017,
2019), BopoHex (2011, 2012, 2013, 2019,2022), 'po3HbIN, YeyeHckas Pecnybnuka
(2018, 2023), ExaTepuHbypr (2014, 2015, 2020-2021,2022), NxeBck (2019), NpkyTck
(2015), KazaHb (2012, 2018, 2019,2022), KanuHuHrpag (2019), Kanyra (2019),
KemepoBo (2018), Knupos (2018,2022), Jluneuk (2013), MockoBckas obnacts (2012),
MypmaHck (2016, 2019), HabepexHble YenHol (2014), Hanbuumk (2019), HxHWIA
Hosropog (2011, 2012, 2013,2022), HoBoky3Heuk (2018), HoBocubupck (2019, 2023),
OpeHbypr (2012, 2013, 2014, 2019), Omck (2019), MNepmb (2014, 2016, 2017, 2018,
2019, 2023), PoctoB-Ha-floHy (2017), Pa3aHb (2016,2022), Camapa (2012, 2013,
2016), Capatos (2011, 2012), CoikTbiBKap (2018), TBepb (2019), Tonbattn (2016),
Tomck (2011, 2014), TiomeHb (2015), YnaH-Yga (2012, 2013, 2014, 2015), XMAO
(2014, 2015), YenabuHck (2012, 2014, 2019), Yuta (2017), Yebokcapbl (2015,

2019), Apocnasnb (2011), CtaBponons(2022), Yda (2023).

Bonee nogpobHble cBeaeHMs O peanv3oBaHHbIX MPOEKTaX MOXXHO MOCMOTPETb HUXKE.

lNMpoekTbl B pamkax nporpammsbl «lMomoulb permoHam» B 2023 r.

LWkonbl ons poguTtenen nayneHToB ¢ MyKoBMLMA030M: HoBocuBupck, [po3Hbin, Yda

B mapTte b® «OcTtpoBa» opraHn3oBasn Nnoctaeky nunorenen anga annapata MakpogakT
B [leTckyto KnuHuyeckyto 6onbHuLy ropoga OpeHbypra. [laHHble pacXO4HMKK
Heobxoanmbl A58 NpoBeAeHUs NOTOBOW NPoObl ANA KOHTPOSS COCTOSAHMSA NAUMEHTOB C
MYKOBMCLIMO030M, NOSTyHaoLWNX TapreTHy Tepanuio, a Takke NnpoBeaeHus
nccrnegoBaHns BHOBb BbISIBIIEHHBIM NauyeHTaMm.

B anpene n ceHTabpe npu nogaepxke b® «OcTtpoBay» 6b1SIM OpraHM30BaHbl MOCTABKU
MUTaHUSA U MHranNaTopoB Ass obecneyeHns nauneHToB ¢ MyKkoBMcLngo30Mm r. Kuposa u
Kuposckon obnactu.

B nekabpe npu nogaepxke b® «OcTpoBa» HavYanack peanusauus npoekrta «Pegkas
MUIS» NOAOEPXKKY Ntogen ¢ peakummn 3abonesaHMsMun, B TOM YUCIE MyKOBUCLNO030M.
OpraHusartop npoekTta — [Nepmckas pernoHansHas obwecTBeHHasi bnaroTBopuTtensHas
opraHmsauma «O0LecTBo NomMoLm MHBanMaam n 6onbHbIM pegkuMmn 3aboneBaHNAMU
«MeuTaAXutb»

lNMpoekTbl B pamKax nporpammsbl «lMomoub permoHam» B 2022 r.
13-14 mas npu nHpopmaumoHHon nogaepxke b® «Octposa» B [leTckon

PecnybnunkaHckon KnuHuyeckon bonbHuue (OPKB) ropoaa KasaHb npowna
ABYXAHEBHas KOH(EpPEeHLMa B pamKax


https://ostrovaru.com/2023/06/09/15-iyunya-sostoitsya-shkola-dlya-roditelej-paczientov-s-mukovisczidozom-v-novosibirske/
https://ostrovaru.com/2023/06/02/itogi-proshedshej-18-maya-v-groznom-shkoly-dlya-roditelej-detej-s-mukovisczidozom/
https://ostrovaru.com/2023/05/23/informacziya-dlya-roditelej-paczientov-s-mukovisczidozom-iz-ufy-i-respubliki-bashkortostan/
https://ostrovaru.com/2023/08/03/blagodarnost-za-pomoshh-paczientam-iz-kirovskoj-oblasti/
https://ostrovaru.com/2023/08/03/blagodarnost-za-pomoshh-paczientam-iz-kirovskoj-oblasti/

MeXpernmoHanbHOro npoekra «bpoHxoakTasbi: MYKOBUCLNOO3 N HE TOJIbKO...».

23-24 viroHa 2022 roga KoHpepeHums « BpOHX03KTasbl: MyKOBUCLNMAO3 U HE TOSMbKO...»
Obina

npoBefeHa B BopoHexe.

5 aBrycTta npu nogaepxke bnarotBoputensHoro poHaa «OctpoBa» Ha 6ase
Bonrorpaackon obnactHon getckon knmHudeckon 6onbHuupbl (FBY3 « BOOKB») npowén
Kpyrnbin cton «OkasaHue MeauuUMHCKOW MOMOLLM NaumMeHTaM ¢ MyKOBUCLMAO30M B
Bonrorpagckoun

obnacTu» ¢ aKkcnepTamm No CUCTEMHOWN NOMOLLM ANS AeTel ¢ MyKOBUCLIMAO3OM.

15-16 ceHTA6psa B CTaBponone nu nogaepxke poHaa npowna Becepoccuiickas wkona
no

MYKOBUCLMAO03Y.
B Hayane ceHTAGpAa b® OcTtpoBa Ha cpeacTBa 6narotBoputens n3 Knuposckomn
obnacTtu npnobpen n nepegan nopTaTuBHbIE NHIANATOPbI 415 NALMEHTOB C
mykoBucumaosom KOMbyY3

KupoBckon 06nacTHON OeTCKON KITMHMYECKOM B0NbHULbI.

22-23 ceHTAbOPA npu nogaepxke dnarotBoputenbHoro goHaa «OctpoBay B HxkHEM
Hosropoge coctosnacb VI MexpernoHarnbHas Hay4HO-NpakTuyeckas KoHpepeHums
«CoBpeMeHHble

TEXHOJIOTMN B neanatTpum».

27-28 okTAbpsA npu nogaepxke bnarorsoputensHoro poHaa «OctpoBa» B PsizaHu
npowuna

KOH(pepeHUmst «BpOHX03KTasbl: MyKOBUCLIMAO3 U HE TOSbKO...».

2-3 HOAIGPA Npu nogaepxke 6narotBopuTensHoro ooHaa «OcTpoBay BO
BnagusocTtoke npoluna

OByXAHEBHaA KOH(bepeHUMFI ((BpOHXOSKTaSbIZ MYKOBMCLUMOO3 N HE TOJIbKO...».

25 Hosa6pa B KpacHosapcke npu yyactum b® «OctpoBax» npowna MexpermoHansHas
Hay4HO-

npakTnyeckas koHdepeHuns «AKTyarbHble BONPOChI MYKOBMCLIMAO3a.

B koHUe HOsI6ps Ha cpeacTBa bnaroTBopuTens ANS HYXA4 NauMeHToB C
MYKOBMCLIMA030M U3

CseppnoBckon obnacTu

ObinKn NpnobpeTeHbl U NnepenaHbl



B nonb3oBaHne NAY3 CO «COKBE No 1»
nrAyY3 CO «OKBE» 9 nynbcokcumeTpos, 5 MHY3NOHHbIX WnpuueBbix MNepdysopa, 3
BOJTIOMETPUYECKNX MHPY3MOHHbBIX NepucTanbTuyecknx Hacoca MHpysomar.

MpoekTbl B pamMkax nporpammbl «MHMUmnaTnea» u «Momowb permoHam» B 2020-
2021 .

13-14 mapTa B r. Bonrorpage npowwnuv aea cobbiTus: TeMaTn4eckun cemmHap ans
Bpayen "PecnnpaTopHasa n ncuxosnornyeckas nogaepkka nauneHToB C AblXxaTeNlbHOMN
natosiornen n nannmaTmeHas nomolls" n Kpyrnbln cton gnsg poguTtenen nauymeHToB C
AnarHo3om MyKoBMCLMAO03, Npy nogaepxke Komuteta 3gpaBooxpaHeHns
Bonrorpagckon obnactn. B anpene n mae ansa poauntenen ns Jinneukon u
YensbuHckon obnacten npowwny oHnanH-sctpeum B ZOOM ¢ yyacTmem MeguumHCKOro
ncuxosiora. Ha BcTpeyvax obcyxganu XnsHeHHble cuTyauum, BO3HMKaloLWmMe B CBS3U C
nepexoaomM ceMemn Ha oba3aTenbHy0 CaMon30nsaLMI0 N UBMEHEHNEM pacnopsiaka
Xn3Hu. B mae npowwna oHnanH-BcTpeya ¢ pogutenamm n3 CaHkr-lNetepbypra, kotopas
Oblna OTKpbITa ANs BCEX XenatoLwmXx.

Mo nopyyeHuto MuHsgpasa Poccun B® "OcTtpoBa" 66110 foBepeHO nepeaaTtb B
50 ne4yebOHbIX yupexaeHUN aHTUGakTepmnanbHbiv npenapat "®optym” (MHH
"UedTasnanm") ona BHyTPMBEHHOMW Tepanuun. ' yMaHuTapHas napTus aHTMbmnoTunka
Obina npegocraBneHa 6e3s8o03me3gHo koMmnaHnen MakcoCmMuTKNAnH onsg pocCUnCKMX
NayneHToB C MyKOBUCUNO030M. BeCHOM 1 NeToM, HECMOTPS Ha TSHXKENyto
aNNOEMNONOrnYeckyto 006CTaHOBKY, NiekapCcTBO ObINo nepegaHo B 605bHULbLI B 47
pervoHax. lNpountatb OAHY U3 cTaTen NPo CUTyaLmo MOXHO Ha cante OBLLEeCTBEHHOWN
ManaTbl. B Te4yeHne roga oHA akTMBHO yyacTByeT B MexBegoMCTBEHHOM paboyel
rpynne npu MuHucTepcTee 3apaBooxpaHeHns Poccuickon ®epepauunm no Bonpocam
oKasaHWs MeQULMHCKOM NOMOLLW NauneHTam C KUCTO3HbIM (hnbpo3om
(mykoBucumaosom). CosgaHue rpynnbl 66110 aHoHcupoBaHo B MapTe 2020 r., koraa
HaKonuIca psg BONpoCcoB, TPeOyLWMX y4acTUst OAHOBPEMEHHO pa3HbIX BE4OMCTB U
AenapTaMeHTOB BHYTPU HUX; opuumanbHO rpynna ydpexaeHa B ceHTsbpe (02
ceHTabpsa 2020 roga 6b1n noanmcaH MNpukas No 932 O co3gaHun MexxBegoOMCTBEHHOM
paboyen rpynnel MuHucTepcTBa 3gpaBooxpaHeHnsa PP okasaHus MeguULMHCKON
noMoLLM NaumeHTam ¢ Mykosucumaosom). [lo atoro B goespane 2020 r. nossmnacbh
TemaTuyeckas "[JopoxHas kapTa", Ha KOTOpPYIO cenyac OPUEHTUPYIOTCA U COTPYAHUKM
roc.BeOMCTB, 1 Bpayu, 1 NaumeHTckoe coobLlecTBo.

C nekabps 2020 roga B CBepanioBckon obract peanmayeTcst MPOEKT No
Tenepeabunutaumm ons nauMeHToB ¢ MykoBucLmngo3om. B mapTte kabuHeT Obin
ob6opyaoBaH KOMMbOTEPAMU U NNaHLWEeTaMn NS ANCTAHLMOHHbIX 3aHATUN C
KMHEe3NTEpaneBTOM U KOHCYIbTaumin ncnxonora u noronega. MNMpoekT peanuayeTcsa Ha
©ase HoBOW TenepeabunuTaumoHHON NnaTgopMbl,

npegocraBneHHon MMHNCTEPCTBOM 3 paBOOXPAHEHUS.

B anpene 2021 roga npu nogaepxke 6narotBoputenbHoro goHga «Octposa» n
komnaHun «FeHepuym» B Bonrorpaackon KnvHudeckonm 60nbHMLE CKOpOW
MeanumMHCKon nomowm NO7 nosiBUCS CIMPOMETP SKCNEePTHOro Kracca,
YKOMMEKTOBaHHbIM 0QHOPa30BbiMM BakTepmanbHO- BUPYCHbIMKU dunbTpamn. Tenepb
Bpayn NyfIbMOHOJSIOMMYECKOro OTAENEHUSA U YHKLNOHANBbHOW ANArHOCTUKMA MOTYT



NPUMEHATb B CBOEN paboTe Takon MeTo Ka4eCTBEHHOM U KONTMYECTBEHHOW OLIEHKM
YHKUMKM NETKNX Kak cnmpomeTpus (MeToa UccrneaoBaHns oyHKLUN BHELLHETO
AblXaHWUs, BKIOYaoLWmn B cebsa namepeHnst nokasartenen apixaHng). 9Tot MeToq
nccnegoBaHus KpanHe

Ba)KeH ANs rnyboKoro NoHMMaHus U3noNorMmn Nerkmx, OLEeHKN BNUSHNUA 6onesHn Ha
NEroYHyto

bYHKLMIO 1 OLIEHKM NpOrHo3a 3aboneBaHus.

B uenax HanaxmBaHUsA TECHbIX CBA3EW C NAUMEHTCKMM coobliecTBom22-23 anpens
MpaButenbcTBOM XabapoBCKOro Kpasibbina opraHn3oBaHa generaumMoHHas noesaka
B XabapoBck onsa gmpekTtopa accoumauymm « OpraHnsaums nomoLum 60nbHbIM
MyKoBUCLMA030M» 3aunueBon KOnum AHaTONbEBHbI U Bpaya-nyfibMOHOMOra, K.M.H.,
CTapLUero Hay4yHoro coTpyaHuka nabopartopum mykosucumngosa ey HAN
nyneMoHornorum Kpacosckoro CtaHncnasa AnekcaHgposuya (IMNogpo6Hee). Mo ntoram
ABYXAHEBHbIX MEPONPUATUN BbINO NPUHATO pPeLleHne No Co3a4aHnNo AENCTBYOLLEN
paboyen rpynnbl N0 MyKOBUCLNOO03Y, B KOTOPYHO

BOMAYT cneunanucTel MMH3ApaBa Mapyrux opraHoB UCMONMHUTENBHOW BNacTu, a Takxke
npeacTaBuTeNb OT MECTHOMO NaLMeHTCKoro coobllecTsa. AkcnepTHas rpynna 6yaet
3aHMMaTbCcs

pa3pa60TKO|?1 nporpamMmmbl MOMOLLIN ©0MbHbIM MYKOBMCLMNOO30OM MO pa3finiyHbIM
HanpaBJiEHNAM.

MpoeKTbl permoHanbHbIX OpraHu3auumn, peanun3oBaHHble B paMKax NporpamMmbl
«NHuumaTnBa» B 2019 r.

1. HYebokcapbl. Hay4Ho-npakTuyeckas koHdepeHumsa « MykoBnucLmaos cerogHs: ot
pebeHka K B3pOCNOMYy».

2. Bonorga. Hay4yHo-npakTuyeckas KoHgepeHUuns « AKTyarnbHble BOMPOCHI NleYeHns
NaunMeHTOB C MYKOBUCLNLO30MY.

3. KasaHb. Hay4Ho-npakTnyeckasi koHgepeHums « MykoBucumaos: B4epa, cerogHs,
3aBTpay.

4. MNepmb. brnarotBoputenbHbln 3aber «JIbbkHA gobpar.

5. OpeHbypr. Hay4yHo-npakTnyeckas koHpepeHums «MykoBucumaos. KnnHunyeckas
KapTuHa, guarHocTuka, fneyeHue, gucnaHcepusaums» u Lkona no mykosucungosy ong
poauTenen geten ¢ MykoBMUCLMO030M.

6. BopoHex. KoHdepeHUusi «AKTyarnbHble BOMPOCHI Tepanuu naumMeHToB ¢
MYKOBUCLIMA030M» COBMeCTHO ¢ «Coto3oM neamaTpos Poccumy.

7. KanuHuHrpag. | Poccuicknin MeauumHCKUn KOHFpece ¢ MexayHapoaHbIM
yyactuem «lpubantminckas secHa - 2019» coBmecTHO ¢ « CO030M neamaTpoB
Poccuny».



8. Teepsb. Wkona gnsa pogutenen geten ¢ MB: «MykoBucunaos. KnuHunyeckas kapTuHa,
ANarHocTuka, neyeHune, gucnaHcepmsaumnsay.

9. MypmaHck. LLkona noBblweHnsa ksanudukauumn spada-negmatpa Cesepo-3anagHoro
permoHa coBmecTtHo ¢ «Coto3om neguatpoB Poccumy.

10. Hanbuuk. LLkona nosblweHns kBanudukauumn Bpava-negmatpa Cesepo-3anagHoro
pernoHa coBmecTtHo ¢ «Coto3om negnaTtpoB Poccumy.

11. HoBocubupck. KoHepeHums no MyKoBUCUMAO3Y U pecnupaTopHOM NogaepKKe.
HwxHuin Hosropoga. Wkona onga pogutenen geten ¢ MyKoBUCLMO030M.

12. YenabuHck. Kpyrnbin cton «OcobeHHocTn nabopaTopHO ANAarHOCTUKM
NHEKLUNOHHBIX OCITOXHEHUIN NPU MyKOBUCLINO03E».

13. Kanyra. Hay4Ho-npaktnyeckasa KoHgepeHuus « MykoBUCLMO03: KNUHUYecKas
KapTWHa, AMarHoCTuKa, nevyeHve, gucnaHcepusaumsa».

14. MxeBcK. Hay4Ho-npakTuyeckas KoHgepeHums « MykoBncumnaos: KnuHnyeckas
KapTWHa, AMarHoCTuKa, nevyeHve, gucnaHcepusaumsa» 1 WKona gns pogutenen,
NMEILWNX AeTeNn C MyKOBUCLNLO30M.

15. Omck. Kpyrnbi cton «OkasaHue crneunanmampoBaHHON MeAULUHCKOM MOMOLLN
B3pOC/bIM NauMeHTam, cTpagaroLmx MyKOBUCUNLO30M.

MpoeKTbl permoHanbHbIX OpraHu3auumn, peann3oBaHHble B paMKax NporpamMmbl
«NHuumaTnBa» B 2018 r.

AcTpaxaHb

HoBoky3HeLk

CbIKTbIBKAP.

KpacHogapck.

Mepmb.

KasaHb.
YeueHckaaPecnybnukar. po3HbIN.
benropoga.

Kemeposo.

LN WNE

10. Knpos.

AcTtpaxaHb. MexpernmoHaneHaa Hay4YHO-NpakTU4eckas

KOH(pepeHums «MyKoBUCLUMA03 CerogHs: oT pebeHka K B3pOCriomy».
HoBokysHeuk. Lkona ana pogutenen geten 6onbHbix MB «Mukpobuonorus u
ncuxosiornyeckme acnektol nomoLuy npu MB».

MexpervoHarnbHas Hay4yHo-NMpakTnyeckas KoHpepeHUna «AKTyanbHble



BOMPOCHI NYFIbMOHOMOMMN OEeTCKOro Bo3pacTa 1 B3pochblx naumeHToB ¢ MB».
LWkona anga pogutenen geten 60nbHbIX MyKoBUCLMA030M «MeToapl
Tepanun npu 3aboneBaHnn MyKOBMUCLNOO3Y.

KpaeBas koHepeHUms « AKTyanbHble BONPOCHI MYIbMOHOMOMN.
MykoBuCUMO03 Yy AeTen N B3POCIIbIX».

Hay4Ho-npakTnyeckas koHgepeHunsa «AkTyanbHble BOMpoCh!
nynbMoHosornm. MykoBncumaoa: oMarHocTtuka, nedveHve, peabunuraumsa.
KapTWHa, OMarHoCTMKa, nevyeHne, peabunutauus, gucnaHcepmusaumnsay.
KoHpepeHuunsa «MykoBucumMaos, KnmHnyeckaa

MexxpernoHanbHasa Hay4YHo-NpakTu4eckasa KoHepeHuuns «AKTyasnbHble
BOMPOCHI NMYfIbMOHOSOMMN OEeTCKOro Bo3pacTa U B3pOCHiblIX NaLUEHTOB C
MYKOBUCLMA030MY.

Hay4Ho-npakTnyeckasa koHgepeHunsa «AKTyanbHble BOMPOCHI
NyrIbMOHOJSIOrMM AETCKOro Bo3pacTa 1 B3pOCTibIX MaLUUEeHTOB C MYKOBUCLUOO30M».
LWkona gna poantenen un nauyneHtoB ¢ MB: «MeTtofbl Tepanum npu
3abonesaHnn MyKoOBUCLNO03Y.

MpoeKTbl permoHanbHbIX OpraHu3auumn, peanm3oBaHHble B paMKax NporpamMmbl
«WUHnumnatmsa» B 2017 r.

OrnaBneHue

1. Bonrorpagckas obnactb, r. Bonrorpaa. Hay4Ho-npaktuyeckas koHtepeHums
«MykoBMCUMA03: MeXAUCLMNIIMHAPHBIN NoaxoA K AuarHocTUKe U Tepanum
OCNOXHEeHUW» B paMKax cneumanu3mpoBaHHoOW BbicTaBku «MeguumHa n
3apaBoOXpaHeHue».

2. Nepmcknin Kpan. bnaroTtBopuTesibHbLIA KOHLEPT «3MMHee AbIXaHuey.
3. r. PoctoB-Ha-[loHy. HayuyHo-npakTn4yeckas KoHepeHUns «AKTyanbHble
BOMpPOCHI

NyfbMOHOJIOrMX AEeTCKOro Bo3pacTa U B3pOocCsibiX NaLlueHToB C
MYKOBUCLULO030MD.

4. 3abankanbCKun Kpan, r. Ynta. Hay4yHo-npakrtuyeckasa koHdepeHuns
«AKTyanbHble BONPOCbI NyNbMOHONIONMU AEeTCKOro Bo3pacTa U B3pocbIX
NauMeHTOB C MYKOBUCLUAO30MD.



1

1. Bonrorpapckas obnactb, r. Bonrorpaa. «Hay4Ho-npaktuyeckas koHcepeHums
«MykoBMCUMA03: MEeXAUCLMNIIMHAPHBIN NOoAXO0A K AUarHOCTUKe U Tepanvumu
OCNOXHEHUN» B paMKax cneuuanu3npoBaHHON BbicTaBKU «MeaguumHa m
34paBOOXpPaHeHuey.

KoHdepeHuus, kotopasa coctosanack 20 oktabpa B Bonrorpage, ctana 6onbwmnm
Larom Ha nyTy COBEpPLUEHCTBOBaHUS OKa3aHUst MeOULIMHCKOM MOMOLLWN OeTCKOMY
HaceneHuto, NOBbLILEHNSA YPOBHS 3HAHUIM 1 KBanuukauum spaden neanaTpos u
Bpayen HeoHaToNoroB, NyfbMOHOSIOrOB, rACTPO3TEPOSIOrOB, OKa3bIBaOLLMX NOMOLLb
aetam ¢ MB B pervoHe. MeponpusaTue npowsio B paMkKax cnewumanu3mpoBaHHOU
BbICTaBKu «MeauuuHa n 3apaBooxXpaHeHUue».

Kak oTMeyaloT y4acTHMKKN, O4EHb BaXKHbIM UTOTOM BCTPEYM CTana YeTKo HaMeYeHHast
TEeHOEHUUS Ha HanaXunBaHue auanora Mexay Bpadamu U naumeHTCKUM COOOLLLECTBOM.
CoBMecCTHasi ckoopauHMpoBaHHas paboTta KBanMuLUMpoBaHHbLIX CneLnan1cTos,
NauMeHTOoB U X poanTenei No3BONUT paspeLlnTb BONPOCh! eKapCTBEHHOro
obecneyeHus, rocnMTanusauum n ambynaTtopHoro HabnaeHus aetel u NoapPOCTKOB C
MB.

KoHdepeHunto oTKpbIS 3aBeayowmni nynbMOHONorndeckum otaeneHem NbY3
«Bonrorpagckasa obnactHas geTckas knuHu4deckas bonbHuua» AkenbeB Cepren
MUBaHoBMY.

Bnepsble B Bonrorpage 6bin onpoboBaH MeToa npoBefeHus ckann- KoHdepeHuun. B
TakoMm dpopmaTte caenarna csou goknag CtenaHeHko TaTbsiHa AnekcaHapoBHa - 3aB.
nynbMoHornormnyeckum otgeneHnem NBY3 MMIMB No2 (r. CaHkTt-INeTepbypr), koTopas
ocBeTuna ocobeHHOCTN BeAeHNs NauueHToB C MyKOBMCLUMA030M cTaplue 18 ner.
OcHOBHbIMM y4acTHUKaMn KoHdepeHumn cTtanu cneymanuctsl 3 NbY3
«Bonrorpagckast obnactHasa getckas knvHmnyeckas 6onbHmua» n NrBY3 «Mopoackas
JeTckasa bonbHULAy.

2. NMepmcknn kpan. bnarotBopuTenbHbIA KOHLEPT «3MMHee AbIXaHue»

15 pekabps Nepmckom gome HapogHoro TBopyecTBa «['ybepHusi» cocTosncs
CeMEViHbI HOBOrOAHUN Npa3gHuK «3uMHee gbixaHney (0+), opraHn3oBaHHbIN B
noanepxky geten, 60nbHbIX MykoBucUnao3omM. OpraHn3aTopoM MepOonpUATUS
BbICTynnno «O6LwecTBO NOMOLLN MHBaNMaam n 605bHbIM MYKOBUCLMA030M
«MeuTashxuTb».
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B pamkax npasgHuka 6binv nposefeHbl: 6naroTBopuTenbHas apmMapka, Mactep-knacchl
MO N3roTOBIIEHMIO HOBOrOAHUX YKpaLleHnin, 6ecnponrpbliliHaga notepest n KOHUepT
TBOPYECKMX KONnekTneoB Nepmu. A ons caMblX ManeHbKUX - OpraHM3oBaHa UrpoBas
nporpamma «HoBorogHee npoucluecTsme B cTpaHe Tponnen». MNogobHbin
GnaroTBopUTESNbHbIV NPa3gHUK NpoxoauT B Nepmu yxe BTOPOW pas 1 Hallen cBoe
0coBeHHOe MeCTO B KyNbTypHOM NPOCTPaHCTBE ropoja.

B aTom rogy B pesynbTate peanusauumm npoekta NPOBO «MeuTas xuTb» nonyyunna
KpYnHOe AeHexXHOoe NoXepTBoBaHWe OT rpynnbl KoMnaHuu ITPS Ha nomowb aeTam,
6onbHbIM MB.



3. r. PoctoB-Ha-[l1oHy. Hay4Ho-npakTuyeckas KoHdepeHUuUa «AKTyarnbHble
BOMNpPOCHI NySIbMOHONOrMM AETCKOro Bo3pacTta U B3pOCIibIX NaLMeHTOB C
MYKOBUCLUAO30M»

MeponpusTtue coctosnocb 10 Hosa6psa Ha 6a3e TBY PO «ObnactHas aeTckas
KnnHn4yeckas 6onbHuLay. Yyactme B KOHepeHUUn NPUHANN Bpayn annepronoru,
NyNbMOHOMOrM, MUKPOBKMONOrKY, cneumanmcTbl U3 SHOOKPUHOMOMMYECKOrO LeHTpa,
neanaTpbl, rAaCTPOIHTEPOSIONN, - BCero bonee LecTnaecaTy YenoBek; a Takke
poanTenun naumeHTos ¢ MB.

B I'bY PO «ObnacTHas

aeTckas KnmHuyeckasa 6onbHMLa» opraHM3oBaHa Xopollas komaHaHas paboTta n
NPEeeMCTBEHHOCTb MeXAy OTAENEHUAMMN: HE3AaBMCUMO OT KOHKPETHOW KIMHMUYECKOM
cuUTyaumm, c KOTopor nonagaetT naumeHT ¢ MB, oH MOXeT Nony4YnTb NOSTHOLIEHHYIO
KOHCYNbTaLKUIo No CONyTCTBYOLWMUM 3abosnieBaHuo cumntomam. KoHgepeHUmio oTKpbina
YenypHaa Mapusa MuxannoBHa rnaBHbIn getckuin nynbmoHonor M3 PO, 3aB.
nynbmMoHornornyeckum otaeneHnem 'BY PO «O6nacTtHas

aeTckasi kKnmHndeckasa 6onbHULa», 4.M.H., npodeccop, 3acnyXeHHbi Bpay PO
(PocToB-Ha-[JoHy). OHa BCHO CBOIO XM3Hb MOCBATUNA NEYEHUIO AeTEN C
MykoBucUMao3om. CTosina y UCTOKOB 3apoXKaeHne Criy>KObl NOMOLLM TakuM AeTKam B
pernoHe. B cBoem BbicTynneHnn Mapus MuxannosHa nogpobHO 1 TOYHO onucana
cuTyauuio ¢ nevyeHnem MB B PoctoBe-Ha-[JoHy n PoctoBckon obnactu. B pamkax
KOH(bepeHuMn ¢ AoKnagamu BbICTynunu segywme cneumanmctel CankT-MNeTepbypra,
Mocksbl 1 Camapsbl 1 6bina okasaHa KOHCynbTaTUBHas nomoLlb naumeHtam ¢ MB.
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5. 3abankanbCckun Kpau, r. YnTta. PermoHanbHas Hay4yHoO-npakTMyeckas
KOH(pepeHLuuUS.

22 ceHTa6psa B YnTe npowuna nepBas Hay4yHO-NpakTuyeckas KoHepeHuns
"AKTyanbHble BOMPOCHI NyfIbMOHOSIOrMM AETCKOro Bo3pacTta 1 B3pOCHibIX NauMeHTOB C
MYKOBUCLMA030M".

122 yyactHuka! M3 HMx 6onblue NonoBUHbBI Bpayu, a Takke CTyAeHTbl 3-4 KypcoB
MeANLMHCKOro yHMBepcuTeTa.

MeponpusiTue ctano HOBbIM LLIAroM B MOBbILLEHUN MHOPMUPOBAHHOCTU W1 YIy4dLLIEHUN
MeanumMHCKon nomowm 6onbHeiM ¢ MB B pernoHe. KoHepeHUuto oTKpbInm
npeacrasntens MuHucTepcTea 3gpaBooxpaHeHus 3abarikanbCKoro Kpas 1 nepBbin
npopektop ®IrBEOY BO UIMA, 3aBeaytomin kadhenpor HEBPOSOTUN HENPOXUPYPTK U
MeANLMHCKOWN FreHEeTUKN, OOKTOP MeaULMHCKNX HaykK, npodeccop Wupwos KOpuin
AnekcaHgpoBuu.

MepBbin oeHb Obin HanpaBfieH Ha OKa3aHWe KOHCYNbTaTUBHOWM NOMOLLM NaLMeHTaM.
OcmOoTpbl M nHOMBUAYanbHblE KOHCYNbTauum nposenn Kpacosckun CtaHucnas
AnekcaHgpoBuy ans B3pocnbix nauneHtoB ¢ MB 1 BopuceHko Tapac CepreeBuy,
KynuoBa NanuHa BnagumupoBHa - ansa getein. Takke 66111 B3ATbl Masku U NOCEBbI
Ha MUKpoBMOTY 1 nepeHanpaeneHobl B Camapy, rae HaxoguTcs nabopartopus,
cneuunanuanpytowasica Ha noncke Burkholderia cepacia complex, 4to no3sonut
caenaTb 6onee TOYHbIN aHaNn3 MOKPOTHI.

MapannenbHO npoxoauna rpynnoBas BCTpeva poanTenen n Bpaden ¢ KNUMHNYECKUM
ncuxonorom n3 CaHkt-lNetepbypra MNonetaeBon Onbrom OneroBHoOwm.

Bo BTOpOM AeHb Beaywme cneuynanmctobl CankT-INetepbypra, Mocksbl 1 Camapsbl
pacckasarnu O HlaHcax AnarHoCTUKN, BeAeHUs, oucnaHcepusaunmn naumeHTos ¢ MB u
00 akTyarnbHbIX Npobnemax cCoBpeMeHHOM MUKPOBMONoruKy, a Takke 0 Bornpocax
ANarHOCTUKN N HEOHATAarbHOMO CKPUHWHIA.



MpoeKTbl permoHanbHbIX OpraHu3auumn, peanu3oBaHHbIe B paMKax NporpamMmbl
«NHuumaTnBa» B 2016 r.

OrnaBneHue

1. Camapckas obnacTtb, r. TonbaTTn «llar Bnepen»
2. Bonoroackasa obnactb «Hay4Ho-npaktnyeckasa KoHepeHLnsa»

3. Camapckan ob6nactb, r. Camapa «Hay4Ho-npakTu4yeckas koHthepeHLUs
«MykoBMCLUMAO03: MEXAUCLUMNIMHAPHbIA NOAXOA K AUarHOCTUKE U Tepanum
OCINOXHEHUN».

4. Nepmckun kpam «Meutafhxkutb B Nepmu»

5. PaszaHckasa obnactb «Hay4Ho-npakTtuyeckasa koHdepeHuusa «OcobeHHOoCTH
ambynaTopHOro HabnaeHUA U CTaLMOHAPHOrO Ne4YeHUsi NaLueHToB C
MYKOBUCLUL030M»».

6. MypmaHckasa obnactb «LLkona MB»



1. Camapckas obnacTtb, r. TonbaTTH - NpoekKT «Lar Bnepen» (Hay4Ho-
npakTuyeckas KoHcpepeHuus)

Camapckas permoHanbHas oowecTtBeHHasa opraHm3aumusa «fomowb 60NbHbIM
MYKOBUCLUAO30MY.

5 mapTa 2016 r. B 'BY3 CO «TonbaTTUHCKas ropoackas nonvknuHmnka No1» npowuna
KOH(pepeHums « OcobeHHOCTN ambynaTopHOro HabnaAeHNA NaLUNEHTOB C
MYKOBUCLIMO30M».

TonbaTTn 3aHMMaeT BTopoe Mecto B Camapckon o6nacTtu no Yncny Xutenemn v no
konn4yecTBy 60NbHbLIX MyKOBUCLNA030M (0KOMNO 20 YenoBek), N0O3TOMY pernoHanbHas
opraHmsauus nayneHToB paspaboTana NpoekT KOHepeHLUn s NpuBneYeHns
BHMMaHNA 0BNacTHbIX TepaneBToOB 1 NeanaTpoB K npobnemMe MykoBucLmnaosa u
NOBbLILEHMIO YPOBHS 3HAHUN 06 aTOM 3aboneBaHuw.

[nsa yyactusa B koHdepeHuun 6binmn npurnatleHsl nekropbl 3 CaHkt-MNeTepbypra:
OpnoB AnekcaHap BnagummpoBuu - K.M.H. JoueHT kadpepbl neamnatpum C3IrMY,
3aB.otaenenvem NBY3 AI'b Ceaton Onbru (r. CaHkT-MNeTepbypr) n CTtenaHeHKo
TaTtbsAAHa AnekcaHApoOBHa - 3aB.NyrbMoOHosornyeckoro otaenenms FMIbB 2 (r. CaHkT-
MeTepbypr).

OObLLee KONMMYeCcTBO Y4aCTHUKOB cOCTaBmio okono 30 YernoBek.

B xoOe noaroToBkM KOHdEpPEHLUN NaumeHTcKkas opraHmsaums npuobpena
HeobXoauMble KOHTaKTbl C OpraHaMu 30paBoOOXpaHEHMs], a TakkKe C NpeacTaBUTensamMm
GusHeca, BbICTYMUBLLUMMW B KQ4Y€CTBE CMOHCOPOB M NapTHEPOB A1 NPOBEAeHNS
mMeponpusaTus. Takke Bce Bpayu, NOCETUBLLME KOHpepeHLMIo, Obinn oGecneyeHsl
nuTepaTypoi 0 MykoBUcLMA03e, KoTopyto poHa «OcTpoBay» npeaocTaBnseT
pervoHarnbHbIM opraHvM3aumnamM ans pacnpocTpaHeHus.




2. Bonoroackas obnactb «Hay4Ho-npaktu4yeckas koHcepeHUuusi» Bonoroackas
POONBM «Jlandbiwwn»

25 mapTa Ha 6as3e bY3 BO "Bonorogckas obnactHasa geTtckasi kKnmHuyeckasa 6onbHuua"
npoLuna Hay4yHo-npakTuyeckas KoHgepeHums "MykoBMCLNO03: OCHOBHbIE BOMPOCHI
ANarHoCTUKN, NeYeHns n gucnaHcepmsauuu . iinymatopom npoBegeHus
KOHpepeHummn cTana Bonorogckas obuwectBeHHas opraHu3auns nomoLum 60nbHbIM
MykoBucumaosom "Mavdbiwn” nog pykosogcteom MeaHoBon TaTbsiHbl BUKTOPOBHbI.
BnarotBoputensHbin horg "OcTpoBa” nogaepxasn MeCTHYIO UHMLMATUBY NO
ynyyweHmno NHPopMMPOBaAHHOCTU MeanUMHCKoro coobliectsa Bonorogckon obnactu
0 npobremax nevyeHvs naumMeHToB C

MYKOBUCLMAO30M M BbICTYNUIT CIOHCOPOM KOH(PepEHL MM B paMKkax 6naroTBOpUTESIbHOM
nporpammsbl "MHuymnaTtmea".

[nsa BbICTyNneHns Ha koHdepeHunn Gbinmn NnpurnalleHsbl cneynanmctbl 3 Mocksbl 1
CaHnkT-leTepbypra: AmennHa EneHa JIbBOBHa, 3aBeaytowas nabopatopuen
mykoBucumagosa ®ry "HUU MynemoHonorun ®MBA P®" (r. Mocksa), bopsosa HOnus
BnagmmupoBHa, 3aB.Mukonormnyeckon knnHukon Nr6OY BIMO C3IrMY mnm.
N.N.MeuHunkoBa (r. CankT-lNeTepbypr), meanumHckmnin ncmuxonorlilonetaesa Onbra
OpbesHa(r. CaHkT- MeTepbypr).
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LWamaHoBckas KOnua AHaTonbeBHa, NOMOLWHWK NpeacenaTtens npasneHns oHaa
"OcTtpoBa" (r. CaHkT- NeTepOypr), n MiBaHosa TaTbsiHa BukTopoBHa, npefcenartens
npaeBneHus Bonorogckon permoHanbHoOM obLecTBeHHOM opraHnsauum "fMaddbiwmn” (r.
UepenoseL,) B CBOMX BbICTYMMEHMAX pacckasann 0 BO3MOXHOCTAX, KOTopble faeT
COTPYAHNYECTBO C OOLLLECTBEHHBIMM OpraHn3auusMun, Kak naumeHTam, Tak u
MeaMUMHCKUM ydpexaeHuam. B pamkax npoekTa Takxke Obinv nsgaHol
WHOPMALNOHHbIE NNCTOBKM NaLMEHTCKON OpraHn3aumm 1 BUSUTKN AN ganbHENLWero
pacnpocTpaHeHNs Ha MePONPUATUSX N akunsaX, NOCBALLEHHbIX noMoLLm 605ibHbIM MB B
Bonoroackon obnactu.



Bcero B koHepeHumn npuHano ydactne okono 40 Bpadven, cpean KoTopbix 6binm
neguatpsbl, TepaneBTbl U paboTHnkn MCO. KoHdepeHuusa Gbina oceelleHa B
obnacTtHbix CMW: Ha HoBOCTHOM KaHane TB7 Bonoraa Bbilwen HOBOCTHOW CHOXET,
MHopmaumnsa o meponpuaTum Bbina pasmelleHa Ha canTte NpaBuTenbcTBa
Bonorogckoi 06nact 1 HOBOCTHbLIX MHTEPHET-NopTanax).

3. Camapckas o6nactb, r. Camapa «Hay4Ho-npakTu4yeckas koHthepeHums
«MyKkoBMCLUMA,03: MEXAUCLMNITMHAPHBIN NOAXO0A K AUarHOCTUKe U Tepanuu
OCITOXXHEHUN».

Camapckasa POO «lMomouwb 6051bHbIM MyKOBUCLIMOO030M»

22 okTa6psa Ha 6asze KnnHuk Ore0Y BO Cam MY M3 PO npowina Hay4Ho-
npakTnyeckas KoHgepeHums "MyKkoBMCLMO03: MEXONCUUNIIMHAPHBIA NOLX04 K
ANarHOCTUKe M Tepanum OCrOXHEHNI".

MeponpusiTue 6bino opraHM3oBaHoO Npu MHaHCOBOKW Noaaepxke bnaroTBopnTensHOro
doHaa "OcTtpoBa" B pamkax npoekrta Camapckon permoHanbHON 00LLEeCTBEHHON
opraHusauum "Momoub B0bHLIM MyKOBUCLMA030M", CTaBLLEro nodbegutenem KoHKypca
"MHnumnaTtmea 2016".

B KoHdepeHumn npuHanu yyactue nektopbl 3 Mockebl, CaHkT-lNeTepbypra n Camapel,
3aHMMaroLWmecs pasmyHbIMU BOMPOCaMU fiedeHus MyKOBMCUMO03a y aeTen u
B3pocnbix: Kpacosckun C.A. (r. Mocksa), ATiokoB M.A. (r. CankT-lNeTepbypr), Bop3osa
KO.B. (r. Cankt-lMeTepbypr), MatBeeB B.C. (r. CaHkT- NeTepbypr), NMNonetaesa
0.0.(r.CaHkt-lNeTepbypr), KongpateHko O.B. u Jlamun A.B. (r. Camapa).

B pamkax kKoHgepeHumn 6bin NpoBeAeH MacTep-Knacc no KuHesutepanum ans
poauTenen n naumeHToB, a Takke rpynnoBasi BCTpeya ¢ MeAnLMHCKMM NCUXONOrom Ha
Temy "MyKOBMCLMA03: Kak OCO3HaTb U NPUHATL ANarHo3 poanTenam n 6nmskum”.
MacTep-knacc no KMHesutTepanumn SBUncst NO3UTUBHLIM CTUMYNOM AN 06y4eHHOro B
2011 rogy kmHesuTepaneBTa n3 Camapsl. [1o HMUMaTUBE poauTenen u ¢ cornacus
BCEX y4aCTHMKOB Ha MacTep-Kracce Benacb Bugeocbemka. locne BcTpeun ¢
MCUXOJTIOrOM Ha NOBEPXHOCTb BhbiLa npobnema Heob6xoANMOCTU NCUXONOrMYECKON
NOMOLLM ANS pOAUTESNEN N CO34aHNA TPYNnbl NOALEPKKN.

Bcero B koHdepeHUun npuHano ydactue okono 100 yenoBek, cpeam KOTOpbIX Obinn
Bpa4u pasHbix creunansHocten Camapbl, Camapckon 1 YnbssHOBCKOM obractu, a
TakKe poguMTenn naumMeHToB C MyKOBMCLNA030M. Bpaum-yyacTHUKM KOHpepEeHLMm
nony4nnun ceptudukatbl B cMCTEME NPOGECCUOHANBbHOrO HENPepbLIBHOrO 06pa3oBaHus.



4. NMepmckum kpan «Meutafhxuteb B Nepmu» NMepmckas POBOOIMNMNBM
«MeuTashxuTb».

1 nekabps B MNepmy npowlen 6raroTBOPUTENbHBINA KOHLEPT B NOAAEPXKKY 6OMbHbIX
MYKOBUCLIMA030M «3nMHee abixaHney». OpraHn3aTopoM AaHHOTO MepPOonpUATUS
BbiCTynuna MNepmckas permoHanbHas obLiecTBeHHasi opraHusaumns «Meutaidxntby,
koTopas ctana nobeauternem KOHKypca NpOeKTOB B paMkax nporpaMmbl «HMLmMaTBa»



BnarotBoputensHoro poHaa «OcTtpoBay. Llenbo meponpuaTus Obino npmeneYdb
BHMMaHMe obLlecTBa K

npobrnemam 605IbHbIX MYKOBUCLIMO030M 1 cOBpaTh NOXepTBOBAHUA OS5 NpMobpeTeHns
crneumanbHoro fie4yebHoro NMTaHnsa Ans Hambonee HyXaarLnxcs NauMeHToB C
MyKOBMCLMA030M [lepmckoro kpasi.

KoHuepT B Nepmckom gome HapoaHoro TBopyecTtBa «I'ybepHusa» ¢ yyactmem OeTCKUX U1
IOHOLLIECKMX TBOPYECKNX Konnektneos cobpan 6onee 200 3putenen. Kpome atoro, ang
noceTuTenen bbina opraHn3oBaHa GnaroTBOpUTENbHAsA BbiCTaBKa-sspMapka n3genun
MECTHbIX MacTePOB U MacTepul,, a Takke yroleHns OT CoHcopa - NnekapHu «bpuoLy,
cpeacTBa OT NPOAaXM KOTOPbIX TakkKe NOnayT Ha NOMOLLb 60MbHLIM MYyKOBUCLIMOO30M.
OT4eT 0 NoXepTBOBaHUAX, COBPaHHbIX BO BPEMS KOHLIEpTa, ApMapKn 1 Opyrux akuumn,
opraHmnsauus «Meutashxnte» npegoctaBuT B Havane gespans 2017 roga.




5. Pa3zaHckasa obnacTtb - Hay4yHo-npakTuyeckas KoHcpepeHumsa «OcobeHHOCTH
ambynaTopHOro HabnaeHUA U CTaLMOHAPHOrO Ne4YeHUs NaLueHToB C
MYKOBUCLUL030MD.

Ps3aHckoe permoHanbHoe otaeneHne MOO «lMomowb 605nbHLIM
MyKOBUCLUA030M»

8 okTabps 2016 roga B PasaHm Ha 6a3e OBnacTHOM OETCKOWN KNUHUYECKon B60nbHNLbI
nm. H.B. ImuTpureBon npoLuna Hay4yHo-npakTuyeckasa koHdepeHumnsa "OcobeHHoCTH
ambynaTopHOro HabnAeHMA U CTaLMOHAPHOTO fIeYeHMs NaUNEHTOB C
MYKOBUCLMA030M".

Anga yyactusa B KOHepeHUmn Bbinu NpurnaweHsl cneumanmcTbl B 06r1acty nedeHms
MykoBucumao3sa una Cankr-lNetepbypra, Mocksbl 1 Camapsbl: Opnos A.B., CTenaHeHko
T.A., MaTtBeeB B.C., Nonetaesa O.O. (r. CaHkt-lNeTepbypr), KongpateHko O.B.
(r.Camapa), PocnaBsuesa E.A. (r.Mocksa).

KoHdepeHuuna BbizBana 6onbLlon nHTepec cpeamn Bpaden PasaHn n PssaHckon
obnactun. B HacToswee BpeMs 30eCb 3aperncTpmpoBaHo 15 naunmeHToB ¢ AMarHO30Mm
«MyKoBucLmMao3y. Konnyectso cnywaTtenen coctasusno 6onee 60 yenosek, cpeau
KOTOPbIX ObIN Bpaun pasHbIX CneunanbHOCTEN, NPeaCTaBNABLUNE KaK AETCKUE, TaK U
B3pOCIble MNOMUKINHUKLA U BONbHULBI, poanTENM NnaumeHToB ¢ MB, a Takke CTyAeHTbI
Pasl'MY.

MHuumaTtopom 1 opraHmM3aTopom AaHHOW KOHEepPEHLU MU BbICTYNUIa poauTenbckas
accoumaymsa nomoLm 605bHBIM MyKOBUCLMA030M B I. Ps3aHn n PasaHckon obnactu B
nunue banweson EkaTtepuHbl, Npyn uHaHcoBon noaaepxke doHaa "OcTtpoBa” B pamkax
GnaroTBOpUTENBHOM Nporpammbl « MHMUMATUBAY.




6. MypmaHckas obnacTtb - «LLikona MB»

MypmaHckoe permoHanbHoe otgeneHne MOO «lMomowb 60MbHLIM
MYyKOBUCLMA030M»

2-3 pekabps 2016 roga Ha 6a3e MypMaHCKOW AETCKOW KIMHUYECKON BONbHULLbI
npowna Lkona mykoBucuuaosa ansa spaden n pogurtenen naumeHtos ¢ MB. Npoekt
Obin peann3oBaH B paMkax bnarotBoputesisHon nporpammbl "MHuumatmea" npum
aKTMBHOM y4acTUKN NaUMEHTCKOM accoumanmm 60mbHbIX MyKOBMCLMO030M B T.
MypmaHcke B nvue LLmypukoBon EkaTepuHbl BukTopoBHbI 1 BeccoHoBon VpuHbI
MwuxannoBHbI Npu puHaHCOBOW nogaepxke bnarotsoputensHoro dooHaa "Octposa”.

Ons yyactua B LLUkone 6binn npurnaweHsl Bpad-gpusmnotepanesT n JI®K MoposoBckon
OIKB Kynuosa MannHa BnagummposHa (r. Mocksa) 1 MegULMHCKUIA NCUXONOT U
ncuxotepanesT Nonetaesa Onbra OnerosHa (r. CaHkT-lNeTepbypr). B nepBbi AeHb
LWKONbI Bpayuu r. MypmaHcka npocnyLany goKnagbl NpurilaeHHbIX NeKTOpoB, BTOPOW
AeHb 6bIn nocesleH paboTe ¢ poauTensiMmn nayMeHToB: Obinn NpoBeaeHbl MacTep-
Krnacc no KnHeautepanuu v rpynnosas BCTpeya C Ncuxosiorom.

B MypmaHcke n MypmaHckon obnactn npoxusaeT nopsigka 25-tm naumeHToB ¢
MYKOBUCLIMAO30M, KOTOPbI€ JOMKHbI UMETb BO3MOXHOCTb MOMy4aTb
KBannMuumMpoBaHHYO MeAULMHCKYH NOMOLLb MO MECTY CBOEro NPOXMBaHUS.
MoaobHble WKOoNbl B perMoHax BaXKHbl HE TOMbKO AN 06yYeHUs 1 NCUxorornyeckon
NOAOEePXKN poauTenen, HO Takke Ana MHpopMmnpoBaHusa Bpaver o6 3ToM peaKom
3ab6oneBaHNUN N OCOBEHHOCTSIX €ro NeYeHuns.






MpoeKTbl permoHanbHbIX OpraHu3auumn, peann3oBaHHble B paMKax NporpamMmbl
«NHnymaTusa» B 2015-2016 rr.

OrnaBneHue

1. TromeHckasa obnacTb. «4epes 3HaHUA K 300POBLIO»
2. Pecnyonuka bypsatus. «lcuxonorns»
3. YyBawckasa Pecnybnuka. «[lposeaeHue nepeoi LLUkonbkli no MykoBUcLUao3y»

4. Pecnyb6nuka Kpbim. Co3aaHue permoHanbsHOro otaeneHus obuepoccmmckomn
obLwecTBeHHOM opraHn3aumm «fMomoub 60NbHLIM MYKOBUCLIMAO30MY.
NMpoBeneHne poanTenbLCKOro coopaHums.

5. CBepanoBckasa obnactb. PernoHanbHas koHhepeHums «MexancumnnmHapHbIn
nogxoA B fie4eHMU B3POCIbIX NAaLUUEHTOB C MYKOBUCLIMA030MD.

6. UpkyTckas obnactb. MexpernoHanbHas KoHepeHUUA O ne4eHUn naumeHToB C
MB cTtapue 18 ner.

7. XaHTbl-MaHcuncknn ABToHoMHbINn Okpyr-HOrpa. «Buktopun-Burtal»
1. TroMmeHcKkana obnacTb. «4epe3 3HaHUA K 340POBbLIO»

O6wecTBeHHas opraHM3aumsa «THOMeHCKoe permoHanbHoe o6LWwecTBO MHBaNMAoOB
M 60NbHbIX MYKOBUCLIMO030M»

MpoekT 6bI1n1 NpoBeaeH B hopme ceMUHapa-npakTukyma, KoTopbin npowen 23 sHBapsi
2016 r. Ha 6a3e TiomeHckon O6nacTHoM KnNuHUYeckon 6onbHUUBL. B cemunHape
NPUHANO y4acTue bonee 60 YernoBek, cpeaun KoTopbiX Oblno okoso 35 Bpayen pasHbiX
cneuunanbHOCTEN (B TOM YnUCHe, TEHETUKK, NOPbI, NeamnaTpbl, FAaCTPO3HTEPOOrN,
NyNbMOHOMOrM, TepaneBTbl) U3 NOSIMKITMHUK 1 6oNbHUL ropoda n obnacTtn, a Takke
npeacraBnTenu dapmMKomMnaHum, ouumanbHbIX OpraHoB BracTu, poanuTenu aeTen ¢
MYKOBUCLMA030M M B3POCIIble NAaLUEHTHI.

[nsa BbICTyNneHnsa Ha cemuHape 6binn NnpurnalleHb cneymanmctbl M3 Mocksbl
(Kpacosckun C.A., PocnasueBa E.A.), Tomcka (HasapeHnko J1.I1.), Camapbl
(Kongpatenko O.B.).

Bo Bpems npakTnyeckom Yactn cemmnHapa Obinm pacCMOTPEHbI COBPEMEHHbIE NOAX0Ab!
K HeGynansepHon Tepanun, a npeacrtasntenu gupmol NAPW pacckasanu 06
WHransynoHHOM o6opyaoBaHUK, LUMPOKO UCMOMb3yEMOM MpU NeYeHMM MyKOBMCLNO03a.

K cemyHapy opraHusauusi NoAroToBmuna MHOPMaLMOHHbIE pa3aaToyHble MaTepuarnsi,
NOCBSILLEHHbIE AMArHOCTUKE N NIEYEHUI0 MYKOBUCLMA03a: GPOLLIOPbI U NUCTOBKY, a
Takke usrotosuna 6aHep opraHnsauun, KOTOpbI OyaeT B ganbHenwem
NCMOMb30BaTbCA Ha Pa3NNYHbIX MEPONPUSTUSIX.

B xone noarotoBku u npoBeaeHna MeponpuAaTnAa aktTMBUCTbl opraHmn3aunn Hajnagunm
KOHTAKT C YAHOBHUKaMM 34paBOOXpaHEHNA, BpadaMn 1 npeacraButenamn
cbapMKomnanZ, YTO CTaHeT XOopoLnm Ha4vanom And BbiCTpamBaHUA OAnanora Mmexay
poauntTenamMun, naumeHTamMmm n npegcraBntTenamMm CUCTEMbI 34PaBOOXPaHEHUA.



2. Pecnybnuka bBypsaTtus. «llcuxonorusa»

PervoHanbHas oGwecTBeHHaa opraHu3aums nomMoum 6onbHbLIM MyKOBUCLUAO03a
«Jlerkoe gbixaHue»

MpoekT ocywectensncsa ¢ 01 Hos6pa 2015 roga no 10 mapTta 2016 roga.

Llenb npoekrta: [NomMoyb 60NbHOMY M €ro ceMbe HanuTK NCUXONOrnYyeckoe paBHoOBeCHE
mMexay 3aboneBaHMeM U NOBCEAHEBHOW XM3HbHO B6onbHoro ¢ MB.

3apgaum npoekra:

1. Hantn nytn peweHuns npobnem nogen ¢ mykosucumagosom. MHaneuayansHo ons
Kaxxgoro. 2. Nomo4yb obpectn paBHoBecue mexay 3abonesaHMem 1 NOBCEAHEBHOM
XKU3HbIO.

3. MNpuBneyb K pelleHnto NpobemM AOKTOpPOB, poanTenen, poaACTBEHHUKOB.
Pe3ynbTaTtbl NpoekKTa:

[ns peanusaumm npoekta 6bin NPUBMEYEH cneumanmcT NCUXOoorMYeckoro LieHTpa
«Tson BbIbop» nepgaror- ncuxonor Kosnoea T.IM. [NMpegsaputenbHO Ncnxornor nocewana
AeTen B CTaumMoHape 1 NpMcyTCTBOBana Ha 3aHATUSAX KuHesuTepanuen, Ytobbl nyyiue
NO3HAKOMUTLCA C AeTbMU, C Npobnemamu, cywecTByrowmmMmn y nogen ¢ MB.

[na cemen (aeten/B3pocnbix), 6110 NpoBeaeHO obLee opraHn3aunoHHoe cobpaHue,
obuas rpynnosasi BCTpeda ¢ pogutensamu n no 1 nepcoHansHon 6ecnnatHou
KOHCynbTauuu, 4Tobbl cchopmmpoBaTb NOTPEOHOCTL U NpeAcTaBfieHne 0 AarnbHeNLWen
pabore.



B TeueHue 4-x mecsaueB Ans nauMeHToB 1 poguTenemn bbio NpoBeaeHO HECKOMbKO
KOHCYMbTaUun.

[na netei mnagLwero Bo3pacrta 6b1no NPOBEAEHO PUCYHOYHOE TECTUPOBAHME C LIENbHO
BbISIBNIEHUS CKPbITbIX MPO6eM y 60MbHbIX 1 UX poauTenen.

MpoBegeHa 1 obLiasa BCTpeya — ceMUHap-KOHCYNbTauus B rpynne, ans Mam geten ¢
anardHosom MB.

B nepvog ocyllecTBneHmst NpoekTa ObiNo 0TMEYEHO, YTO NaUUeHTbI CTanu vatle
nocelatb KOMHaTY KMHE3uTepanun, B pedynbTtaTte B rog 6bino 3aperncTpupoBaHo
MeHbLLEe KONM4ecTBo 060CTPEHWIA.

Uepes MOTMBMPOBAHME K 3aHATUIO KakMM-NMB0o Xo60u nnn cnopTom Takke yaanochb
CHU3UTb KONNYECTBO 0BOCTPEHUI N YBENNYUTL NMPOAOIPKUTESNTBHOCTD PEMUCCUMN.

lMocne oKkoHYaHWsi NPOEKTa MCUXOSor NPOAOIKAET KOHCYNbTUPOBATL NALMEHTOB Mo
TenedoHy n obLiaeTcs ¢ AeTbMu B MHTepHeTe. OT poautenei n NnaunmeHToB NosyYeHsbl
O4YeHb XOpPOoLLUNE OT3bIBbl O paboTe C NCUXOIIOroM, eCTb 3arnpoc Ha NPOAOIKEHNe
NCUXONOTMYECKOro KOHCYNbTUPOBAHMS.

B npoekTe npuHanu ydactue nopsagka 15 cemen.

3. YyBauwckana Pecnyb6nuka. lNpoBeaeHue nepsoun LLkonbl no MykoBucuuaosy B
YyBawckoun Pecnybnuke.

YyBalickasa permoHanbHas obwecTBeHHaaA opraHu3auus poagutenen geten n
NauMeHTOB GONbHbIX MYKOBUCUUAO030M «[1BUXKEHUE»

LWkona mykoBucumnaosa 6bina nposeaeHa 6 gespansa 2016 r. B KoHpepeHu-3ane POKB
r Yebokcapbl.

Ana BeicTynneHus Ha LLkone 6b1nn npurnaweHsl Bpaym 3 Mockebl AmenuHa EneHa
JleBOBHa 1 CumoHoBa Ornbra NropesHa. Takke Ha KOHepeHUN BbICTYNUN
npencrasutens Munagpasa Yysawickon Pecnybnuku, rnaBHbIA BHEWTATHLIM NegmaTtp
no YP Hortesa J1.I"., Bpauu nynbmoHonoru Naesnos v NonybuoBa, Bpay-reHeTuK
nNpe3naeHTCKoro nepuHaTanbHoro ueHtpa YP, npeacrasutens ovpmel Mapu Llypckas
H., a Takke npeacrtaButenb b® «OcTtpoBa» LlamaHoBckas HO.A.

Cyqas no oT3blBaM, KOHEpPEHLUMs npoLuna XxopoLwo. Poantensam maneHbkux naunmeHToB
MHOrO€e CTano MOHSATHO B NIeYeHUM 1 Be4eHUM CBOMX AeTe ¢ 3TUM 3aboneBaHuem,
neguaTtpbl y3Hanu MHOroO HOBOIO O fleYeHun MykoBMcumMao3a. B TeveHmmn BTopoii
NOTIOBMHbI KOHPEPEHLMMN Bbinu

npoBeaeHbl KoHcynbTauum CumoHoson O.U. [IByM ManeHbkMM HOBbIM NauueHTam
CKOPPEKTUPOBaHO ux neyveHne. AmMenvHa E.J1. pana oyeHb nogpobHyto MHopMaLmio
OS5 HalmMX nauneHTok noctape o 6epemeHHOCTU U pogax npu MB. Ha meponpustum
MHOrne cMornun npuobpecTun Nnpoaykunio pmpmel MNMapu, KOTopyro NpeacTasnsna
meHegxep Llypckaa Hatanua (Mockea). Bapocrnble naumneHThbl y3Hanm HOBYHO ans cebs
NHOPMaLMIO: HanpMmep, B Kakon n3 6onbHUL MOCKBbBI MOXXHO NOSTyYMUTb NOMOLLb U rae
MOXHO BCTaTb B 0depeb Ha nepecagKy OpraHoB, YeM OHU B JaHHbIN MOMEHT U
BOCMOSb30Basnuchb.



OObLee KonMYecTBOo y4acTHUKOB cocTaBuno 70 Yyenosek, U3 HUX 47 poautenen geTten
naumeHToB M NauueHTbl, 17 Bpavyen. Ha koHepeHUnn Takke NPpUCyTCTBOBAsN roOCTHU:
nauuneHTbl 1 Bpain n3 pecnybnuk Mapuin-On n TatapcraHa.

B pamkax npoekTa 6b1110 nsrotosneHo 110 nHdopmaLmMoHHbIX BYKNeToB 0O
MYKOBUCLMAO3€E, ponf-an u cTeHa opraHndauun. bykneTol 6b1nn po3gaHbl yHacTHUKaM
KOHbepeHLmn, OCTaBLUMECS IK3eMNIsipbl OyayT pa3gaBaTtbCs Ha APYrMX MEPONPUSATUSAX
opraHusauuu.

L

MYXOBRCUMA0IOM
# Pecoybnuxe Hysawms

4. Pecnybnuka KpbiMm. Co3zgaHue permoHanbHOro otaenieHns ooLepoccumcKkon
obLecTBeHHOU opraHn3aumm «fMomoub 60bHLIM MYKOBUCLIUAO30MY.

10 okTa6psa 2015 roga B r.Cumdeponone B KOHpepeHL-3ane PecnybnmkaHckon
[eTtckon KnuHnyeckom 6onbHULLI NPOLLo nepBoe cobpaHne KpbiMCcKoro
pervmoHanbHoro otaeneHnsa obLiepoccuinckomn obLecTtBeHHOM opraHn3daumm «NomoLb
60MbHbIM MYKOBMCLINO030M».

Ha BcTpeye npucyTcTBOBanNu JOKTOpa, B TOM YUCHE rMaBHbI MNyrbMOHOMOr
Pecnybnukn TpuwmHa CeeTtnaHa BacunbeBHa n 3am.rnae.spava no meg.yactm [6Y3
PK «POKBE» Mawkosckasa [iInHa BanepuesHa, Takke Ha cobpaHue npuexanu pogurenmu
aeten 60nbHbIX MyKOBUCLMA030M M3 pasHbIX panoHoB 1 ropogosB Pecnybnnkn Kpbim —
Cesactonons, Antel, Peogocum n ap.



5. CBepanoBckasa obnactb. MexaucumniauHapHbIi Noaxo4 B Ne4YeHUn B3pochbix
NauMeHTOB C MYKOBUCLUOO30M.

CBepanoBckasa obnactHasa obLwecTBeHHasa opraHM3aums uHBanmaoB «O6wecTBO
poauTenen aeTen- MHBaANUMAOB U B3POCIbIX, 00NIbHbIX MYKOBUCLIMOO030M»
«MPABO HA )XU3Hb»

Llenb npoekTa: nosbieHne NHPOPMUPOBAHHOCTU B perMoHe no cneumduke nevyeHus
B3pOC/bIX NALMEHTOB C MYKOBUCLMAO30M.

KoHpepeHuunsa «MexancumnimHapHbii NOAX0A4 B fieYeHUN B3POCSIbIX NaLMEHTOB C
MyKoBMUCLMA030M» cocTosanack 19 despans 2016r. B aktoBom 3ane [BY3 CO
COKBNo1, r. EkaTtepuHbypr.

Tembl goknNagos, KOTOpble o6cy>|<,qan|/|0b Ha KOHCbepeHLI,I/II/IZ

e o MykoBucuMaos — aktyanbHas npobnema 3gpaBooxpaHeHus n obLecTsa,
JlekapcTBeHHOe obecneveHne naymMeHToB ¢ MykoBucungo3om B CBepaioBCKON
obnacTu,

e o CoBpemeHHble MeToabl nevyeHus. OcobeHHOCTM BeAeHMs B3pOCTibIX
naunexHtos ¢ MB,

e o B3anmogencrBme negnaTpuyeckon n TepaneBTUYECKNX CNYyX06 npu nepepave
nauymeHToB ¢ MB,



e CoBpemMeHHas Mukpobuonorus. ViccnegosaHme MaskoB U MOKPOTHI.
e AkTyanbHble npobnembl Mukpobuonorum, Acneprunnés y 6onbHbix MB,
lMHeBMOTOpaKC, TakTUKa

BeaeHua naymeHTta ¢ MB,

e MykoBucumaos n 6epeMeHHOCTb,

e OcobeHHOCTU (hepMEHTHOM 3aMECTUTENBHOM Tepanun n HyTPUTUBHAS
nogaep’kka B3pOCNoro naumeHTa,

e [lpeHaTanbHasa n NoCTHaTanbHas gUarHOCTUKa MyKOBMCLUMA03a B
Ceepanosckon obnactu,

e MykoBMCUNAO03 rnasamm naumeHTa,

[nsa BbICTYNfIeHNA Ha KoHdepeHUnn Bbinn NpurnaLleHbl npeactTaBuTenu
MuHuncTepcTBa 3gpaBooxpaHeHnss CBepanioBcKon 06nactu, COTPYAHUKN
nabopatopuu mykosucuungosa HUAM nynsmoHonorum ®MBA Poccun (r. Mocksa):
Kpacosckun CtaHucnas AnekcaHgposuy n AmenuHa EneHa JlbBoBHa, Bpay-
©akTepuonor KNMHMko-gmuarHoctudeckon nabopatopum N6OY BINO Camapckoro
rocygapCcTBeHHOro MmeauumHekoro yHusepeuteta M3 PO, k.Mm.H. (r. Camapa)
KoHgpateHko Onbra BnagummnposHa, 3aBeaytoLlas MUKONOrMYEeCKOM KIMHUKON
MBOY BIMO C3IrMY mnm. U.N. Me4vHnkoBa, k.M.H.(r. CankTt-lNeTepbypr) Bopsosa
KOnua BnagmmnpoBHa, TopakanbHbIn xmpypr, K.M.H. CIM6 NBY3 «lMopoackas
MHoronpodunbHaa 6onbHULa No2» (r. CaHkT-INeTtepbypr) NuyypoB Anekcen
AnekcaHgpoBud, npeacrtasntens bnarotsoputensHoro poHaga «OctpoBay
LlamaHoBckasa KOnua AHatonbeBHa, lNoHomapesa Hatanbs MutpureBHa -
3aBeaylowas otTaeneHmem anneprosiornm u ummyHosnorum NrY3 CO
«COKBNoO01», K.M.H., r. EkaTepuHbypr, Lynak MpuHa

YR

AN




[MaBnoBHa - rnMaBHbIN BHELUTATHbLIA AETCKUA NynbMoHonor MnHuctepcrtea
3gpaBooxpaHeHus Ceepanosckon obnacTtun, PykoBoguTens LieHTpa MyKoBMCUmMao3a
Y3 CO «OOKBNo1», r. Ekatepunbypr, Cy660oTmnH EBreHnn Bnagnmmposuny -
nauueHT, r. EkatepuHbypr, ®énoposa EneHa MuxannosHa - NpesngeHt COOOU
"MNpaBo Ha Xn3Hb", r. EkaTepnHbypr.

Ha koHdepeHumm npucyTcTBoBano okono 70 AOKTOPOB NPakTUYeCKN N3 BCeX paniOHOB
CseppnoBckon obnactu u r. EkatepuHbypra.

6. UpkyTckas obnacTtb. MexpernoHanbHas KoHepeHUUn o rieYyeHun naymeHToB C
MB cTapuue 18 ner.

PervoHanbHasa o6wecTBeHHas opraHu3aumus NoMoLM 60NbHbLIM MYKOBUCLIMA03a
«Jlerkoe gbixaHue»

r. YnaH-Yps n O6wecTtBeHHOoe o6 beanHeHne poauTenen aeteum c
mMykoBucumaosom Upkytckon obnactu «Hapgexpa».

B pamkax peanusaumm npoekta B Vipkytcke 25 ceHTabps B NBY3 UpkyTckon opaeHa
«3Hak MNMoyeTta» obnacTHOM KnNMHMYeckon 6onbHMLe Bbina npoBeaeHa KoHdepeHLums
«MYKOBMCLUWMAOO3 BYEPA, CEIFrOHA, SABTPA. BOIMNPOCHI
MPEEMCTBEHHOCTW».

B koHbepeHUMM NpUHANKN yyacTue TepanesThbl, NeanaTpbl, NyfIbMOHOMOMN,
annepronoru, racTpoaHTeponorn, xmpypr n3 Vipkytcka, Mpkytckon obnactu,
pecnybnukn Bypatum n YntnHckom obnacTtu, nauneHTbl U pOANTENN N3 OTAANEHHbIX
panoHoB MpkyTckon obnactu, Bcero nopsaaka 70 4enosek.



C poknagamu 0 COBPEMEHHbIX MeToax fieYeHnss MyKoB/MCLUMA03a BbICTYNNN
npurnaweHHsie Bpayun nd Cankr-MNetepbypra — Opnos A.B., CtenaHeHko T.A. n
MaTtBees B.C.

Mo okoH4YaHuO KOHbepeHUUK, NpurnawieHHble n3 CaHkT-lNeTepbypra Bpayn, NpoBenu
KOHCYIbTauum Ans B3pochblX NaLMeHTOB U NOAPOCTKOB, KOTOpbIe npuexanu ui
OTAaneHHbIX paoHOB 0bnacTu.

PE3YJIbTATbI MPOEKTA:

e o brnarogaps noarotoBUTENbHLIM MEPOMPUATUAM N NPOBEAEHMIO KOHDEPEHLNN
AOKTOpa B3pocnoun ceTn obpatunmn BHUMaHMe Ha 0CoBeHHOCTM HabnaeHna n
neyeHua naymeHtoB ¢ MB, ycTaHoBUNn npodeccnoHarnbHble KOHTaKTbl CO
cneumanucTtamm U3 Apyrmx permoHoB.

e o YCTaHOBMEHa CBA3b NaUNEHTOB N UX poauTenen c
Bpayamu Ang AanbHenwero MOHUTOPUHra
CcUTyauuu, BbisIBNIEHNA N UCrpaBreHns
TPY4HOCTEN, BO3HMKAKOLWMX B MpOLEcce fie4eHns B3pOChbIX U AeTen D0nbHbIX
MB. M3 HekoTOpbIX OTAANEHHbIX panoHOB MpKyTCckon obnactu poantenu
nauneHToB nNpuexanu BMecTe ¢ Habnogaowmm nx neanatpom. M ato 6bino
OYeHb NnokasaTesibHO, YTO Bpad yaensieT BHUMaHWe NaumeHTy C OCOBEHHbIM
3abonesaHunem (1 B paroHe).

e o [lauuneHTbl 1 X poguTeENn NONYYUNN HOBYIO MHpopmauuio o 3abonesaHuu,
TakK KakK Y HUX Bblfla BO3MOXHOCTU NPUCYTCTBOBATb Ha KOHhepeHLmn 1 nocne
MeponpUATUS NPONTU KOHCYNbTaUUIO Y OKTOPOB.

7. XMAO-HOrpa. «Bukropun-Burta!»

Hekommepuyeckoe napTHEpPCTBO MO 3aliuTe npaB nauueHTa.
Llenn npoekra:

1. Pernctpauus obLecTtBeHHOM opraHm3aumm, NpeactaBnaowen MHTepechbl 60MbHbIX
MykoBucumao3om. 2. OTKpbiTue Bapocrnoro LieHTpa mykoBucungo3a B OAHOM M3
ropogoB okpyra (r. HmxHeBapToBcke, XaHTbl-MaHcuicke, CypryTe).

3. MOHUTOPUHI NoNy4YeHnst NekapcTBEHHbIX cpeacTs naumMeHTamu ¢ MB
(MoHMTOpPUMpOBaHMe).



4. becnpobnemHoe npoxoxaeHne MC3 nauymeHtamm ¢ MB B XMAO-Hrpe.
5. NpoBeaeHne obyyaowmx MEPONPUATUIN ONA Bpaven U poauTenen: poanTenbCckme
cobpaHus, wkona MB ansa pogutenen, Kpyriblii CTON.

PE3YJIbTATbI MPOEKTA:

B pamkax atoro npoekta B permoHe XMAO-Hrpa 6bina 3apernctpmpoBaHa
PernoHanbHas 6narotBoputenbHas obLeCTBEHHAA opraHM3aums MHBannaoB, 60MbHbIX
MyKOBUCLMA030M Mo XaHTbl- MaHcumnckomy AO - FOrpe "BTopoe gbixaHue".

2 pekabpsa 2015 r. B OKpy>xHOW KNUHU4Yeckon 6onbHuue r. XaHtol-MaHcnincka npowen
Kpyrnbi cton no Bonpocam opraHu3aLmm okasaH1MA cneuuanm3mpoBaHHOMN
MeAULMHCKOW MOMOLUM B3POCIHbIM NauuMeHTam, cTpagalowmm MyKOBUCLUAO030M, B
XaHTbl-MaHcunckom aBTOHOMHOM okpyre — KOrpe. B kpyrnom ctone npuHsnm
yyactme nopsaka 30 Bpayen, 3aHMMaKOLLNXCA nnevyeHnem n peabunuraumen 60nbHbIX
MB, 13 pasHbix ropoA4oB OKpyra, B3pocrble naumeHTbl ¢ MB, 1 cneumanuct no nevyeHuto
B3pocsbix nauymeHTos ¢ MB B Poccuun, AmenuHa E.J1., K.M.H., 3aBeayoLlas
nabopartopuen mykosucumgosa PreyY HUM nynsmoHonornm @MBA Poccuu, r.Mocksa.

[nsa y4acTHUKOB Kpyrnoro ctona 6binm nogroToBeHbl NevYaTHble pa3gaToyHble
MaTepuanbl 0 MykoBucLmMaose (MHpopMaLNOHHbIE BPOLLIOPbLI U FINCTOBKK).

Ha kpyrnbi cton 6binun npurnawensl CMW: TenesuaeHne Hosoctu tOrpbl, pagmo
XMAO-Hrpbl, koppecnoHAeHT raseTtbl «KOropckne HOBOCTMY.

Mo ntoram kpyrnoro ctona fenaptameHT 3gpasooxpaHeHns XMAO-HOrpbl 2 aekabps
2015 r. BbINyCTUN NPOTOKON Kpyrnoro ctona u Npukas 06 opraHnsaumm LeHTpa
MYKOBUCLIMAO3a ANs B3pochnblx Ha 6a3e HaraHckon okpy>KHOM 60nbHULBI Bbilwen 29
aHBaps 2016 r. CornacHo npukasy, pykosogutenem LleHTpa Ha3HayeH Bpay—
nynbMoHornor AbbigeHkoB Anekcen Bnagummposuu.

Takke no pesynbTatam kpyrroro ctona A3 Bbiwen ¢ npegnoxeHnem B NMpaButenscteo
XMAO-Hrpbl 06 yBENMYEHUM PMHAHCUPOBAHUSA Ha NeyeHme nauneHToB ¢ MB 1 Ha
npnobpeTeHne cneumanmavMpoBaHHOro NUTaHMa Ana nauneHTos ¢ MB.

Bbinu npoBeAeHbI WKOoJ1bl MyKOBUCLUMAOO3A:

2 anpengsa 2016 r. B r. HwkHeBapToBCKe B LleHTpe geTckoro MmykoBucLumaosa, 3 anpens
B I. CypryTe.



Mh&.

4 mas B HmwkHeBapToBckon OKpYXHOW AETCKOW KNnHMYeckon 6onbHuLe 6b1n npoBeaeH
Kpyrnbin cton Ha Temy "Oka3saHue cneunanmampoBaHHON MeAULMHCKOW NOMOLLM,
peabunutauus aeTen 1 B3pPOCIbIX NALUUMEHTOB, CTpagarWwmx MyKOBUCLUAO30M B
XMAO-HOrpe". B kpyrnom ctone npuHano ydactue okono 30 Bpaden u3 pasHbix
ropofoB pervoHa.

B pamkax npoekta 6bin nsrotoneH 6aHHep opraHmsaumm «BTtopoe AabixaHue», KOTopbli
OygeT ncnonb3oBaTbCA B AanbHenwen paboTe.







MpoeKkTbl permoHanbHbIX OpraHu3auun, peanmsoBaHHble B paMKax NporpamMmbi
«AHuumaTusa» B 2014 rony.

1. Bonoroackasa obnactb. «Bmecte».

Bonorogckas pervmoHansHas obLiecTseHHasi opraHnsauus noMoLm 6051bHbIM
MyKkoBucuMao3om «JlanObiwm».

Cpok peanusaunn npoekta: 01 Hos6ps 2014 roga -- 01 mas 2015 roga
3agavamu npoekta «Bmecte» aBnaOTCS:

o [lpocBeTutenbckas pa60Ta Ha ypOBHE pernoHa C uesbio yiydleHna Ka4ecTtBa
XU3HUN N

JIEKapCTBEHHOIO obecneveHus.
U OpFaHVI3aL|,l/IFI rpynnoBbIX KOHCyJ'IbTaLl,I/IIZ C I'IpOCbeCCI/IOHaJ'IbeIM NCMXosiorom Aan4d

6naronpuATHOrO NCUXOSIOrMYECKOro KnmmaTa B ceMbsix naumeHTos ¢ MB B
Bonoroackom

pervoHe.

e [loaroToBka Npe3eHTaLMOHHbIX MaTepuanos o 3aboneBaHnm 1 opraHmsaumm ons
JanbHeunwen

paboTbl ¢ npeactasutenammn [JoHopos, CMW n Bnactu.

o [lpmBne4veHne 4acTHbIX NOXEPTBOBAHUN N NOXEPTBOBAHUM OT KOMMEPYECKUX
KOMMaHum

B pamkax npoekta "MHuymaTtusa" Bonorogckasa opraHmnsauma "fandpiwn” 28
aekabpsi 2014 roga nposernia B KpyrnHOM TOProBoM LieHTpe r. Bonorgsl npasgHuk
€M0YHbIX LLIAapOB, KOTOPbIN NPUBNEK BHUMAaHWE K EATENbHOCTM OpraHm3auum 1
OCTaBWIT Yy y4aCTHMKOB camble sipkue n obpble BnevaTneHus.



7 pexabps (cy66073)

400X B I'ISABO'!HOH

NanAbiwm
GNACHBEO!
Bbi NOMOrny QETAM
€ MYROBHUHAOIOM

2. Ceepanosckas obnactb. «Co3gaHne canta»

CeeppanoBckasa obnacTtHas obwecTBeHHas opraHmnsauus nHeanmaoB « O0LLEeCTBO
poauTenen geten-mHeanngos u B3pochblX, 60MbHbIX MykoBucumaosom» «[MTPABO HA
KN3Hb».

Cpok peanusauun npoekta: 15 Hosi6ps 2014 roga - 15 maa 2015 roaa.

Llenbto npoekTa aBnseTcs co3gaHune VIHTepHeT-pecypca, oTpaxaroLwero nHdopmaumio
O TeKyLlen OeATenbHOCTU OpraHn3aLummn, 1 co3aaroLero BO3MOXHOCTb 0bLLIeHMs mexay
CEMbSIMU N BO3MOXHOCTb cOopa cpeacTB ANng peLleHns nHanBuayanbHbIX
notpebHocTen.

3. CBepanosckada obnactb. «[lcmxonornyeckas MOMOLLb»

CeepanoBckasa obnacTtHas obuecTBeHHas opraHmnsauus nHeanmaoB « O0LLECTBO
poauTenen geten- MHBannaoB 1 B3pochblX, 00nbHbIX MykoBucLmaosom» «MPABO HA
KN3Hb».

Cpok peanusauum npoekta: 15 Hosi0psa 2014 roga - 15 utoHa 2015 roga

B pamkax gaHHoOro npoekta nposeAeHo cobpaHue poguTenen ¢ ydactmem ncmxonora.

BcTtpeya ¢ ncuxonorom coctosinack 16 Hoa6psa 2014 roga B coBpeMeHHOM Bu3Hec-
LueHTpe «Summet». Ha BcTpeye Obinu npurnalleHbl rmaBHbI BHELWTATHbLIA AETCKUN



nynbmoHonor Ceepanosckon obnactu WWynsk WU.IN. n Bpad nynbMoHosor,
3aHuMaroLwasncs neyeHne B3pocnblx nauneHtos H.[. NoHomapesa. B cobpaHum
NPUHANN y4acTne 36 YeroBek.

B pamkax npoekTa, NCMxXonor NnpoBOANUT pPerynspHble MHaMBUAYarnbHble KOHCYNbTauum ¢
naumMeHTamm n nx cembsimun. B Teuenme ¢ Hosbpsa 2014 r. no despanb 2015.
cocTosnock 6onblwe 20 KOHCYNbTauun Ans AeTen pasHoro Bo3pacrta, B3pocrblX, a
Takke Ux cememn.

4. XMAO-KOrpa. «Buktopus! Mbl eCTb, Mbl AbILLUNM, Mbl XOTUM XUTb!»

XaHTbl-MaHCcuicKkMn aBTOHOMHLIN OKpyr — KOrpa, TromeHckasi obnacTb.
BnaroteoputensHbin poHa «CeaToro MNMpasegHoro CumeoHa BepxoTypckoro» m
MHULMaTMBHAas rpynna poauTtenen.

Cpok peanusauun npoekta: 01 Hos6ps 2014 roga - 15 uoHa 2015 roga.

B r. XaHTbI-MaHcuincke Ha 6ase TocyaapCTBEHHOM MEANLMHCKOW akagemMum
coctoanacb Hay4Ho-npakTnyeckas BpadebHas KOHpepeHUNa Ha TeMy: « AKTyanbHbIe
BOMPOCHI AETCKOW NYNIbMOHOSOMMNY, Ha KOTOPYHO Obinu npurnawexsl 50 Bpayen,
3aHUMaroLWwmxca nevyeHmem n peabunutaumen 6onbHbix MB, 13 pasHbix ropoos
XaHTbl- MaHcumnckoro AO-HOrpbl, nauneHTsl ¢ MB n pogutenu, 6onbHbix geten ¢ MB
(38 yenosek).

Takke B KOH(pepeHuMn NpuHAanmM yyactme: 4.M.H., Npodeccop, 3acrny>XeHHbl AesaTenb
Haykn P®, MNpeanaeHT Becepoccuinckon accoumauunmn Mykosucumaosa, pykoBoguTenbs
Hay4HO — KnnHu4eckoro otaena MB ®I'bY MIrHL, PAMH, KanpaHoB H.W., K.M.H.
Hay4HbI coTpyaHuK nabopaTtopun MB ®I'Y HUU nynbemoHonorun ®MBA r. Mockea,
noktop Kpacosckun C.A., npeacenatens npaBrneHns ApocnaBckon permoHasnbHom
obLecTBEHHOM opraHM3aummn noMoLm 60sbHbIM MyKoBUCLNA030M «ManeHbkuin Myky,
MaTeeeBa H.B. u gp.



19 nekabps B pamkax npoekta oTkpblnack «Llkona Mykosucumaosa» Ha base
HwxHeBapTtoBckon O[JKB. B aktoBom 3ane 6onbHuubl 6bina npoeaeHa «Lkona
MykoBucumngosa». C goknagamu soictynunu gokropa HmxkHesaptosckon OOKB.

OpraHusoBaH 1 nposegeH Kpyrneii cton ¢ KoopanHatopom npoekta ®nereHtoson I.B
— «YTO gomkeH 3HaTb KaXxkabl poauTens, umetowmnm pebeHka, 60nbHOro
MYKOBUCLIMAO30M».

[ns pacnpocTtpaHeHus 6binun BbinyLeHbl MHOPMaLUNOHHbIE BPOLLIOPbI 1 IMCTOBKW.

KoHgpepeHuyus 14.11.2014 2. XaHmbi-MaHcutick. BorioHmepbi noddepxxusarom
nayueHmos ¢ MB, ¢ akpaHa rnoem [pezaopu Jlemapuwarib

- B

KoHebepeHuyus 14.11.2014 2. XaHmbil-MaHcutick. YdyacmHUKU KOHbepeHUuU.



5. YensbuHckas obnactb. «Pa3Butne opraHmsaumm»

UenabuHckasa pervoHansHasa oblecTBeHHasa opraHnsaums poautenen aeten-
MHBaNMOO0B U B3POCHbIX, 00MbHbIX MyKOBUCLMAO30M « CTUMYIY.

Cpok peanusauunn npoekta: 15 Hos6ps 2014 roga - 15 masa 2015 roga
29 Hosbps 2014 ropa B KOHbepeHu-3ane «Astra» otens Peguccon 6ny r. YensabuHcka
cocTodanach

LLikona MykoBucuuao3a Oons Bpayen.

Ha meponpusaTtmne 6binu npurnalleHbl Bpayun n3 pamoHoB o6racTtu, KoTopble
HabngaT peakux NnaumeHToB No MECTY XUTENbCTBA, cneunancTbl 06racTHom
6onbHUUbI, NnpeacTaBntenu MuHnctepcrtea 3/0, [MaBHOro 61PO MeaMKO-counanbHOM
aKcnepTm3bl No YenabuHckon obnactn n bnaroresoputensHoro poHaa «OctpoBay.
CBouM onbITOM BeAeHust 6onbHbIX nogenunuck cneunanuctol n3 CaHkt-lMNetepbypra:
Bpau-kmHe3nTepaneBT MateeeB Bnagmumup CepreeBud, K.M.H, OLEHT Kadeapsbl
neguatpun C3rMY Opnos AnekcaHgp Bnagnmmposuy, 3aB. OTAENEHNEM, Bpay
nynemoHonor, N'bY3 CINb 'MBb No2 CtenaHeHko TaTbsiHa AnekcaHgpoBHa. [1po3syyan
poknag Kapumoson VpuHel MeTpoBHbI, KaHA. MeA. HaykK, 3aBefyolen oTaereHem
nynbmoHonorum YOOKB o noesgke B N3paunsb, B LileHTp MB npu knuHnke Xagacca, ¢
uenblo 06yyeHus n oomeHa onbiToM. OnbITOM paboTbl NALMEHTCKOW OpraHM3aLmm B
chepe 3awmTbl Npae 6onbHbIX MB, a Takke npoektamn brnarotBoputensHoro ooHaa
«OcTpoBay No Nogaep)KKe perMoHanbHbIX NALNEHTCKMX OpraHn3aumin nogenunach
LamaHoBckasa KOnua AHaTtonbeBHa, MOMOLLUHUK NpeaceaaTens npasneHus
BnarotBoputensHoro poHga «Octposax r. Cl16, anpektop HIM «OpraHnsauunsa nomowm
60nbHbIM MyKOBMCLMA030M». B 3aBepLueHun wkonbl no MB BeicTynuna Pumwa
TaTtbsaHa KOpbeBHa, MNpeacenatens CoseTta YenssObuHCKoOM pernoHanbHOM
obLLecTBEHHOW OpraHM3aunn poautenen geTen — HBanMAoB N B3pOCbiX, 6OMbHbIX
MYKOBUCLMAO30M «CTUMYIn».
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MacTep Knacc no KuHeauTepanum

29 Hosbpa 2014 roga B akTtoBoM 3ane [leTckor 0611acTHOM KITMHUYECKOW 60MbHULbI T.
YenabuHcka cocToancs mactep-knacc ansa poavtenen geten, 6onbHbIX
MYKOBUCLIMAO30M Ha TeMy: «KnHesunTepanms — BaXXHenWnn metog nevyeHns 60nbHbIX
MYKOBUCLMA030M!».

MacTep-knacc nposoann MateeeB Bnagumup Cepreesud - Bpay JIOK kabuHeTta
knHesuntepanumu [Jetckon Mopoackon bonbHuubl Ceaton Onbru r. CankT-MNeTepbypra,
acnmpaHT kadeapbl PU3MYECKMX METOAOB NEYEHNSA N CNOPTUBHOMN MeanLuHbI MNepBoro
CaHkT-lNeTepbyprckoro rocygapCTBEHHOrO MEAMLMHCKONO YHUBEPCUTETA UM.
Akagemuka W.I1. MNaBnoBa.

BJ'IaLI,VIMI/Ip CepreeBVM ¢ 6onbLUMM XenaHnem genuncs CBoOMMKM No3HaHNAMM B obnactu
KnHe3ntepanumm, n 3To He oCtaBuiio paBHOAYLHbIMA pOD,VITeJ'IeIZ, KOTOpbl€ CMOITIN
NPUCYTCTBOBATb Ha AaHHON BCTpeye.
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Utorn bnaroTtBoputensHou sipmapku "B oxunaaHum yypa!"

20 pekabps B TPK Ypan npowna bnarotBoputenbHasa Apmapka «B oxungaHum yypal».
OpraHusauuen npasgHUYHON NporpaMmmbl 3aHMManoch TBopyeckoe o6beanHeHne "All
inclusive”.

OTtkpbin meponpuaTne TaHueBanbHbIM aHCaMbnb «Ypanbckaa psabuHywka». Ha
MEepPONpPUATAN 3BYy4arna XuBasi My3blka, ABe 3amevaTtenbHble rpynnbl cover-band "Milky
Way" n "Zecpmup" pagosanu cnyx v npuenekanu noceturenen. Hay4Ho-
no3HaBaTenbHble Woy- rpynnbl « OTKpbiBaLKay, « Cymaclweawan naboparopus» 1
«Yypecapuyc» nokasanum HacTosLmMe «yygeca» Ha CLeHe.

BonoHTepbl B KOCTIOMax poCTOBbIX KYKOM Aapuinn BCEM BECENOE HAaCTpOeHue,
BbI3bIBann HEBOJILHO YrbIOKN U NO3MpoBanu ¢ nocetTutenamMmm ans goTo. [NpekpacHble
nesywkun NMonuHa boraaHoBa n AHacTtacua PomaHoBa nogapunuv 3putensm cBou
COnbHble BOKarbHble BbICTyNneHnsa. Mactepuubl no koconneteHnto EkatepmHa
KoHcTaHu 1 KceHna PepopoBa npespaliany Npu4eckn MUsbiX NoCeTUTESNbHUL, B
TBOPEHME UCKYCCTBA, a lapba XKuxeneBa BCEM XeMatoLMM pucoBarna Ha pykax
BpeMeHHoe TaTy xHou, Jllroamuna HeyecoBa oby4ana BansHuIo yKpalleHnn ns
wepcTn. MNpodeccnoHanbHble doTorpadbl MaHoBa Onbra n Mauak Anekcen
cTapanucb He NPOCTO CHATb BCE MPOUCXoasLLEee, HO M 3aneyaTneTb Spk1Me YyBCTBa U
amouun cobpasLumxca. BonoHTepbl NpuwnmM Ha NpasgHuK, 4ToObl NOMOYb OETSM C
3aboneBaHMeM MyKOBUCLNAO3.



«B oXuUpBaHUM
X

Cpeaun BONOHTEPOB 6bINM M ManbiwK, U 4eBoYkn U3 7 «B» knacca wkonsl No104,
KOTopble NoMoranu npogaBaTtbh NIOTEPENHbIE BMNETLI N NpUBNEKaTb NOCETUTENEN Ha
apMapky. MHOXeCTBO M3genuin pydHon paboTbl, KOTOpbIe NPESOCTaBUNM XUTENN
ropoaos: YenabuHck, 3natoycT, KOxxHoypanbCk nopaxanu BoobpaxxeHne nocetTutenemn
CBOUM YMEHMEM U TanaHTaMun, HeOPAMHAPHOCTLIO 3aMbicna u KpacoToun!!

Cymma, KoTopyto yaanocb cobpaTtb Bcero 3a 4 yaca, coctaBuna 36452 pybns. Kpome
TOro, eLle 40 Havyana sspMapku LWKONbHUKaMKn 13 r. 3naToycTt 6biro nepeuncrieHo 700



pybnen Ha Hal pacyeTHbIN
cyeT. UToroBas cymma coctaBuna 37152 pyons.

B YenabuHcke nocne nposeaeHHoro B gekabpe 2014 r. poxxaecTBEHCKOro
6naroTBopuTenbHOro 6asapa ocTtanMcb ToBapbl AN NPoAaXxun 1 NOABUITUCL HOBbIe
APY3bA-BOJNIOHTEPDI.

5 anuBapsa 2015 r. cocTtosinack odepenHasi bnarotBopuTtenbHas spmapka «B oxungaHum
Jyygal!» B pamkax bnarotBoputensHoro mapagoHa «4yxon 6egbl He 6biBaeT». Cymma
cobpaHHbIX cpeacTB 3a 5 yacoB coctaBuna 16612 py6nen.

Ao6po noxanosary_
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6. Pecnybnuka bypsatuna. «MHpopmaunsy».
PernoHanbHas obuiectBeHHasa opraHm3auuns nomoLum 60bHbIM MyKOBMCLMA03a

«Jlerkoe gbixaHuey.



Cpok peanusaunn npoekta: 01 Hos6ps 2014 roga - 15 maa 2015 roga
B YnaH-Yas npowen aByxQHEBHbIN CEMUHAP NO KMHE3UTepanuun, BKITOYaoLmin
NEKLUMOHHYI0 YacTb

N npakTnyeckne 3aHATUA. [loktop MateBeeB pabotan BMecTe C KnHeautepanesTamm u3s
mMecTHon PecnybnmkaHckon 605nbHULBI, KOTOpble 06y4anuck paHee B HU3[ PAMH
r.Mocksbl. Takum o6pa3om y cneunanmcToB NosiBUNAacb BO3MOXHOCTb OBMEHSTLCA
NPaKTU4ECKUM OMbITOM, CKOPPEKTUPOBATL NPOrpaMMy MHAMBUAYANbHbIX 3aHATUIA 415
nauneHToB.

MpoekT «MHpopmaumsa» npussaH pacnpocTpaHnTb MHopmaumo o MB, paclwunpuTtb
3HaHUA O KMHEe3UTepanun, Aaxe B OTAANEHHbIE panoHbl pecnybnunkmn bypsatus un
pacwupuTb paboTy opraHmsaumm.

BecHown 2015 r. 6ygyT npoBeAeHbl Bble3aHble CEMUHapbl JOKTOPOB B pavioHax
Pecnybnukn Bypartums.

7. Tomckas obnactb. «[MpoBegeHue wkon MB»

Tomckasa permoHanbHas obuecTBeHHasa opraHusaums «MomoLum nogsam ¢
MyKkoBucUMao3oM «LlecTbaecaT nsaTb po3y.



Cpok peanusaunn npoekta: 15 Hos6ps 2014 roga - 01 mapTa 2015 roga

B nekabpe 2014 r. B Tomcke npowuna koHdepeHunsa no MykoBucumMaosy n macrep-
knacc no KnHesutepanuu ¢ yyactmeM JoKTopa, kuHesntepanesTa Matseesa B.C.

Takxke B paMKaXx npoekTta NnpoBoaATCA KOHCYIbTaunn C OPUCTOM MO BONpocam
peannsaunn npas aeTteun- UHBanuaoB n KOHCYIbTaunn C NCNXoJsiorom.

8. MNMepmckui kpan. «Pa3BuTme KaHanoB KOMMYHUKaLMUMN»

lMepmckas pervoHanbHas obliecTBeHHast GnaroTBopuTensHas opraHusauns
«O6LLEeCTBO NOMOLM UHBaNMAaM U 60MNbHLIM MyKOBUCLIMAO30MY.

Cpok peanusaunn npoekta: 15 Hos6ps 2014 roga - 31 masa 2015 roga

B MNMepmun 30-31 aHBapsa coctosnack kKoHdepeHums "Peabunutaumsa 60nbHbIX
MYKOBUCLMAO30M" YyacTme B KOHepeHUUn NpUHANM y4acTKoBble NeamaTpbl,
NyfbMOHOMOrM, raCTPO3IHTEPOSOr, TepanesTbl, IHAOKpUHOoru, Bpayn JIOK, JIOP-
Bpayu, poautenu geten, 60nbHbIX MyKOBUCLMOO30M, B3POCHIble NauMeHTbl C
MYKOBMUCLIMAO30M.

BJ'Ia,EI,I/IMI/Ip MaTBeeB npoeBen Lenbln OeHb, KOHCYJIbTUPYA B3POCIbIX MaUNEeHTOB U neten
B nHOnBMAyalnbHbIX 3aHATUAX KI/IHe3I/ITepaI'IMel;1.

OpraHu3aTopbl KOHbepeHLUN:

e MuHnctepcTBo 3gpaBooxpaHeHuns epmckoro kpas, kadeapa



rocnutansHon neguatpum N6OY BI1O lNepmckoro rocyaapcTBEHHOo
MeANUMHCKOro yHMBepcuteTa uMmeHu akagemuka E.A. BarHepa M3 PO;
e [lepmcknin permoHanbHbIn LEHTP MykoBucunao3sa, NbY 3 MNepmckas
KpaeBasi AeTckas KnmHuyeckasi 6onbHmua;
o [lepmckas pernoHanbHas obwecTBeHHass 6naroTBopuTenbHas
opraHmsauus «O6LiecTBo NOMOLLM NHBaNuaam n 60nbHbIM
MYKOBUCLMA030MY;

o bnarotBoputensHbii doHa «Octposax (r. C.-lNeTepbypr).

9. Pecnybnuka TatapcTtaH. «OcBelyeHne npobnem mykoBmMcumaosa»

Hekommepyeckoe napTHepcTBO oMol 605IbHBIM MyKOBUCLMA030M «[bIlWn CO
MHoWy, Pecnybnuka TaTtapcTtaH, r. HabepexHbie YenHbl

Cpok peanusaunn npoekta: 01 dpespans 2015 roga - 31 asrycta 2015 roga

B pamkax npoekTa nnaHvpyeTcs npoBeeHne permoHanbHOW KOHepeHuun ans
AOKTOPOB U NauMEHTOB, C y4acTMemM crneuunanmctoB n3 r.KasaHum v r.Mocksbl, a Takke
nposedeHne 6naroTBopUTESbHBIX akUuMin 1 pnaw- Mo6oB AN NPUBrEYEHNA BHUMaHUS
K Teme MB.

B anpene 2015 r. 6ygeT opraHmM3oBaHa noesaka goktopa n3 HabepexHbix HYenHos ons
00y4eHns Ha LuMKne, NOCBALLEHHOMY OMArHOCTUKE U NEYEHU0 MyKOBUCLNA03a B
MeguumnHckon AkageMmm NocTAnNIIOMHOro obpasoBaHus B r. CaHkT-lNeTepbypre.



MauymneHTckas opraHmnsauus B r. HabepexHble YenHbl opraHmsoBanack oceHbto 2014 r.,
a yxe B aekabpe 6bina nposegeHa HoBorogHsasa akumnsa «Enka xenaHmns.

B kaHyH HOBOro roga Kk caMmblM MasnieHbKMM AeTulikam ¢ gnarHosom «MykoBmcungos» B
roctn npuwen Oen Mopos, CHerypoyka u Measexka. Bmecte ¢ [leaom Mopo3som
pebsita cnenu NeceHkn, CTaHLUEeBann n pacckasas emMy CTULLOK NOSMYYMn crnagkui
nogapok. A Meggexka cobpan nucbma ¢ noXxenaHmsMmu, 4to pebsTta xotenu O6bl Ha
Hosbiti roa!

AKUMA Nnpoxoauna COBMECTHO CO CTyAeHTaMu ropoga v obLLEeCTBEHHOW OpraHu3aumen
«lopoackon CtyaeH4veckmnn CoBeT».

10. OpeHbyprckasa obnactb. «BHUMAHUE! Mykosucungos».

OpeHbyprckasa pernoHanbHas obLecTBeHHasa opraHu3aumst 60MnbHbIX U poanTenemn
aeten- nHBanuaoB 60nbHbIX MykoBucunaosom « Mbl ECTby.

Cpok peanusauunn npoekta: 15 Hos6ps 2014 roga - 15 masa 2015 roga
B pamkax gaHHoro npoekta 6bin1 paspaboTaHbl MHPOPMaLMOHHbIE BaHHepPbI (CM.

KapTUHKY HXE), Ha KOTopbIX OyAeT pacnonaratbcsi none3Has MHopMaums o
MYKOBMCLMA03€e U MeToAax neveHus. Takon 6aHHep pa3mectuny B 6onbHuLE.
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B pesynbTate npoBefeHus akumm, xmntenn OpeHbypra 6b1riv NPOMHGOPMUPOBaHbI O
3aboneBaHun «mykoBucunao3». MHorne nocuntanm Heo6xoanMbIM OKka3aTb
MaTepuarnbHy NoaAEPXKKY OpraHm3auunn. beinun BeipyYeHbl CpeacTBa Ha YCTaBHYHO
AeATenbHOCTb opraHnsauunmn B pasmepe 4630 pybnen.

11. OpeHbyprckasa obnactb. «Lkona MB»

OpeHbyprckasa permoHanbHasi 00bLecTBEHHasa opraHnuaaumst 60MnbHbIX U poanTenemn
aeten-uHBanmaoB 60nbHbIX MykoBucungosom «Mbl ECTby.



Cpok peanusauum npoekta: 15 Hos16ps 2014 roga - 15 masa 2015 roga.

MnaHupyeTcs NpoBeaeHne permoHanbHOM LWKOMbI Mo npenapaTaM Ans poauTenei u
pervoHarnbHYyo LWKONYy ¢ NpeacTaBuTeNneM cous3alnTbl U NCUXOSTOTOM.

MpoBeaeHne permoHanbHOM LLKOMbI MO nNpenapaTtamM No3BONUT NauMeHTaM u nx
POANTENSIM fyylle OPUEHTMPOBATLCS B NIEYEHUM, a NPOBeAEHNE PErMOHANbHOM LLKOSbI
C NpeAcTaBUTENEM COL3ALLMTBI U MCUXOMOroM MO3BONUT NaUMeHTaM fydlle 3HaTb CBOM
npaBa U BO3MOXXHOCTW B COLMarnbHON 1 NPaBOBOW NOAAEpKKe rocyaapcTaa.

[Mcuxonormyeckmin ceMmHap MOXeT NoOMOoYb NaumeHTam ¢ MB yyBcTBOBaTh cebs
KomdopTHee B 0bLLeCcTBE M NepecTaTb CTECHATLCS pacckasbiBaTb O CBOEM
3aboneBaHuN.

MHnumaTtuea 2013 r. Peanu3oBaHbl NPOEKTbI B 7 pernoHax.

o [lpoBeaeHmne KOHEPEHLUN U KON AN Bpayen, 3aHMMatoLWNXCS NeYeHnem
B3pocbix 60nbHbIX MB. Takne meponpusitusi cCnocobCTBYOT peLLEHMIO BOMpoca
C NepexoaoM nauneHToB BO B3POCIYHO CETb.

e 16 HOAOPA 2013 r. npowna pernoHanbHas KOHEPEHUMS ANst AOKTOPOB
«J1leyeHune B3pocnbix 6onbHbIX MB», ¢ npurnaweHuem C.A. KpacoBckoro.
YyactHukm — 31 yenosek (2 naumeHTa, 5 poantenen, 5 Bpayen n3 geTckomn
KNUHWKK, 12 Bpayven n3 6onbHULblI M. KannHuHa, 7 Bpaven n3 apyrnx KInHUK).

e« 12 anpens 2014 r. npowuna BTopasi pernoHanbHas KOoHPEpPEHLMS, NOCBSLLEHHAs
BOMpocamM HabnogeHns n nevyeHns B3pOCsbiX NaunNEeHTOB.

o Takxke B xo4e NpoeKkTa MHULMaTUBHAA rpynna poauTenen naumeHToB
Camapckon obnactu 6bina npeobpasosaHa B HKO.

BopoHex-Jluneuk

e PacwwupeHue kpyra poautenen Jinneukoro permoHa nocpeacTBOM NposeaeHust
NCUXONOrNYECKUX TPEHNHIOB, OOLLECTBEHHBIX N MUHPOPMALMOHHBIX
mMeponpuatnin. PaboTta ¢ npegcrasutensaMmm Bnactu, npeanpuHMMaTensaMmm n
noTeHumanbHbiMn goHopamu. Pernctpaumsa HKO B Jluneukon obnactu.

e B Jlvuneuke n BopoHexe npoBeaeHbl AKunn MonyObix WapoB, NPUypOYEHHbIE K
Bcepoccuinckon Hegenu MB. B Jluneuke akuma npowna B popmaTte
TaHueBarnbHoro dnaw- moba. B BopoHexe B bopmaTe dnaw-moba ¢
npoTmBorasamu. Bo Bpems akummn npoBoanncsa coop NoxxepTBOBaHUMN.

e 10 pekabps 2013 r. B Jlunewkon obnactun npowen Kpyrnbln cton «MB B4yepa,
cerogHs, 3aBTpar. [pucytcrBoBanu Jlunewukme Bpayun, YAHOBHWUKN, poauTenn n3a



BopoHexckon opraHmsaunn, pykosoamntesnis MOO «lMomoub 6onbHbIM MB»
MscHukoBa NpnHa BnagnmmpoBHa.

o B Jluneuke npowna akuna «HoBorogHee xenaHne» B KPyNnHOM TOProBoMm
LueHTpe. Ha orpoMHyto €Ky noBecunu Nogesnku getenm n OTKPbITKU C XKeNaHUAMMU.
Uepes 5 gHen BCce OTKPbITKM Bblnun paszobpaHbl, a Yepes 2 Hegenu aeTu
NoNy4Ynnun nogapku.

« 18 anpens 2014 ropa Ha 6a3e bY BO «ObnacTtHoOM LUeHTp peabunutauum getemn
N NOOPOCTKOB C OrpaHMYeHHbIMU BO3MOXHOCTAMU «[lapyc Hagexabl», rae B
2011 r. BPOO «IMomoLum 60nbHbIM MyKOBUCLUNO030M» OblST OTKPLIT KAOUHET

KMHEe3MUTepanumn, COCTOSNCA CEMUHAP PyKOBOAUTENSA OTAENEHNSA MYNIbMOHOOMN
n annepronormum 'Y HU3O PAMH npodeccopa, g.m.H. O.N. CumoHoBON no
KMHEe3uTepanuu npyv MykoBucLmnaose.

OpeHOypr
o [lpoBegeHa «llkona no nuTaHMio» ONs poauTenen n cepmns 3aHATUN C
NCUXOOrom
o PaspabatbiBaeTca «Lnapranka gnsa poguteneny, cogepaliasi OCHOBHYHO
MHdOpMaLUNIO

No 0COBEHHOCTAM OpraHM3auum XXn3Hu pebeHka ¢ MB
HwxHuin HoBropop

o OkasaHue nomoLun B NpeoaoneHnn NCXoNorM4eckoro crpecca
poauTenen npu noctaHoBke anarHo3a MB — npoBegeHve
NHOUBMAYaNbHbIX U FPYNMNOBbLIX KOHCYNbTAUWN.

o OkasaHue nomoLin nogpocTkam-uHBanmaam B npodopmeHTauumn ons
AanbHenwero camoonpeeneHns B XUsHu.

Bonorpga
e [lpoBeaeHbl nepBble poanTenbckne cobpaHus, oobeanHuBLLNE CEMbU

neten ¢ MB. MacTtep-knacc rno KnHeautepanuum ¢ y4actmem Y1LakoBOn
Cr.



e MacTtep-knacc ¢ rnasHbIM oapmakosiorom o651acTHOM AeTCKOM BONbHULBI
MpywmHon H.A. n nynbMOHONIOroMm 061acTHON AEeTCKON NONNKINHUKA
MeTyxoBown E.B.

o [logroToBka nHUUMaTMBHOM rpynnbl K pernctpaumm HKO B Bonoroackomn
obn.

o PaspabatbiBatoTca MHopMaUmMOHHbIE MaTepuarnbl A5 NPoBeaeHUSA
akuumn no

cbopy noxxepTBOBaAHWUMN.

YnaH-Yas
o [lpoBegeHune 3aHATUIM MO Pa3BUTUIO NPABOMOSYLLIAPHOIO PUCOBAHUA ANs AeTeN.
o OpraHunszaumsi KOHKypca pUCYHKOB B BMAE BbICTaBKM CO COOPOM NOXKEePTBOBAHUN.
3a nepsyto

Hegento paboTbl BbicTaBku 6bino cobpaHo nopsaka 20 Teic. pybnen.

O peannsoBaHHbIX NpoeKTax B pamMkax nporpammbl «MHuumnaTnea» B 2012 roay:



1. MpoekT «Annes xu3Hn» OpraHusauua poautenen AeTen-uHBanNUAoB U
B3pPOCIbIX, 60SfIbHbIX MYKOBUCLNAO030M «CTUMYN», I. HensaObuHCK

OnuncaHune npoekTa:

Llenb npoekTa- npuBnevYeHne BHUMaHs BCEro Hacenenuns YenabunHcka n obnactu Kk
npobnemam nogen 60MbHbIX MYKOBUCLNOO030M.

ﬂ,J'IFI OOCTUXEHUS1 AaHHOW uenn 6binu peann3oBaHbl cneagyrwmne MeponpuaTnuA:

e aKuMA «Annes XusHu» Ha TeppuTopmun 06NacTHOM SETCKOW KIMHUYECKON
0onbHULBbI

e CO34aHue caunTa opraHmsauumn «CTumyn»

e NnoAroToBKa cnpaBoyHMKOB o MB ans pogutenen un

nevawmx spayen
e odoopmneHune cteHga no MB B obnactHom getckon
KNUHMYeckon 6onbHuLe

[MepBbIn aTan npoekTa — 3TO co3gaHue «Ansen XU3Hny» Ha TeppuTopun
obracTHOM OeTCKOW KNMHMYeckon 6onbHMuUbl. YTOOLI Takas annes nosiBunach Ha
MecTe NyCTbIpsi, POAUTENSM HY>KHO ObINO caenatb 04eHb MHOroe: co3fath nnaH
GyayLien annen, HaNTKU NapTHEPOB M CNOHCOPOB, 6NaroyCcTPoOUTb U O3ENEHUTD
TEppPUTOPUIO, HAaNTK, BbIOpaTb, 3akasaTtb, NPUBE3TU U YCTAHOBUTb BCE SNIEMEHTHI,
yKpallarowine anneto, a Takke MHoroe gpyroe. Ha peanusauyuio
NoAroTOBMTENBHOrO 3Tana npoekTa yLwno nonroaa.

Kpome Toro, 4tobbl NpoekT «Annes »XuM3Hu» BOMMOTUIICA B XXN3Hb, poauTenm
NMOCTOSIHHO MCKann CNOHCOPOB 13 Yncra 6U3HEeCMEHOB ropoaa, KoTopbiM
pacckasbiBanu o cyTu 3abonesaHns MykOBMCLMAO03, 03By4MBanu npodnemsi
aeTen n pogutenen, o6bACHANN Lenb akumm, NonyTHO Habupasch onbiTa
obuweHus. Mo npumepHbiM nogcyetam n3 80 obpalleHnit 3a COHCOPCKOM
NOMOLLLIO MONYYEHO 67 OTKA30B OT OpraHu3aunn, YaCcTHbIX NpeanpuHumaTenen,
du13nyecknx nuu, Ho 13 GM3HECMEHOB CTanu CNOHCOPaMn akLuu.



PykoBoautens opraHmsaumm TaTbsiHa PuMwia pacckasbiBaeT: «Ham, peanusamopam
rnpoekma,

rnpuxodusnock 8HUKkame bykgasibHO 80 8ce, Ha4YUHasi om mexHos1I02uuU yKrnaoku
mpomyapHOoU MAuUMKuU, KpernieHUsi 1agoqeK U ypH, MOHMaxa c8emu’sibHUKO8 U
mexHosio2uuU ux rnodKn4YeHus, dusatliHa 8 paccmaHo8Ke cocmassisaruwux ampubymos
anneu, 3akaH4yugas b6s1a2onpusim-biM NepuoOOM MocadKu CaXxeHUes,
pa3HosuUOHOCMSAMU Oepesbes U KycmapHUKO8, XapakmepHbIMU 0COBeHHOCMSMU UX
usemeHus u np... OOHUM CrI080M, 3aHUMAasIUCb MeM, 8 YeM crieyuanucmamu
COBEPWEHHO He s8risieMcsl, omcroda U 803HUKaI0 MHO20 mpydHocmed u npobsiem. Ho
a/1agHoe 8 umoee, KOHEYHO Xe pel3yribmam — Haju4ue Ha meppumopuu obrnacmHou
6o01bHUUBI 6ria20ycmpoeHHO20 y2orika 0511 omObixa demed, podumered,
MeOUUUHCKO20 repcoHarna, ¢ npusnedyeHuemMm eHUMaHus K ripobriemam 60s1bHbix MB».

25 okta6p4a 2012 r. cocTosanachb TOPXXECTBEHHAA akUns «Annes XXU3HW», Ha KOTOPYHo
NPULLIM 3aMeCcTUTENb MUHUCTPA 34paBooxXpaHeHns YenabuHckom obnacTu,
YNonHOMOYEHHbIN No npaBam pebeHka B YenabuHckon obnactu, npeactaBmTerb
3akoHogaTtenbHoro cobpaHmna YensbuHckon obnacTtu, cnoHcopsbl akumm, Bpayn OKB,
aetn ¢ MB n ux pogutenu, XXypHanucTbl.

Tenepb Ha TeppuTOpMK 0bnacTHon BonbHMLUbl YensbuHcka ectb 6naroyCcTpoeHHbIn
Yronok ans otapixa geten, pogurenen, Bpaden, a UHPOPMaLMOHHbIE TabNNYKM U CTUXN
AHWHBI Y>XeroBown pacckasblBaloT BCEM, YTO anses nocedweHa

moasv ¢ MB.

BaxHble pe3yrnbTaTtbl U JOCTUXEHUA



Peanusauunsa npoekrta nomorna otnagutb Bbonee NNoTHOE B3aMMogeNCTBUE U mMexay
poouTendamm

G6onbHbIX MB, T.K. B 0AMHOYKY Takoe 6onbLIOe AeN0o peann3oBaTtb NPOCTO HEBO3MOXHO.
PoavTtenu nomoranu KTo Yem MOr: OOHW UcKanu B MIHTEPHETe Npou3BoauTenem
TPOTyapHOW NANTKN 1 GopAOPOB, KOBaHbLIX N3Aenui, WebHsi, 6eToHa, GETOHHbIX
n3genuin u np., opyrne o63BaHMBany 3TN OpraHN3aLm ¢ Lenbio NPUBIEYEHNS UX B
ka4yecTBe CMOHCOPOB, TPETbM Pa3BO3MIN NMCbMa-obpaLleHns 1 6rnarogapcTBEHHbIE
nucbma v T7.4. M kak pe3ynbTaT, Ha Tepputopumn 6onbHULLI «poaunacky annes. A
COBMECTHOE y4yacTue B akLmu Aano BO3MOXHOCTb POAUTENSM noobLaTbes Apyr C
APYrOM «BXMBYIO».

Poautenu, HenocpencTteeHHO y4acTtBoBaBLUME B NOAroTOBKE K NpoBeEeHNIO akUnn,
nony4yunn OeCLEHHbIN ONbIT OOLLEHNS C CaMbIMIN pa3HbiMA J1I0AbMU, OMNbIT HAaNMCaHUA
OENOBbIX NMNCEM, ONbIT NpoBeAeHUA OeN10BbIX NePEroBopoB Mo TeJ'IerOHy " B JINHYHOM
KOHTaKTe, cTtarim yBepeHHee B CBOUX Cunax.

[MocTossHHOE N NYHOoEe oOLEeHNe 1 B3aMMO4ENCTBUE C BbICOKONOCTaABNEHHBIMU
YUHOBHUKaAMU, ANPEKTOPaAMN N PYKOBOAUTENAMM YACTHLIX (PUPM Y KOMNAHU MOMOTIO
HaMm 3a 6 MecsdueB packadaTb U 03HaKoMUTb ¢ MB 6onbLion nnact coumansHO
aKTUBHbIX Ntogen. Kpome Ttoro, Mbl HapaboTtanu 6a3y COHCOPOB, C KOTOPbLIMY,
Hageemcs, bygem npogormkatb COTpyAHUYaTL B Oyaywiem.

[Mocne npoBegeHus akuum Kk opraHmsaumm « Ctumyny» obpatnnuce npeactaBuTenm
MWUHUCTEpPCTBA 34paBoOXpaHeHns ¢ Npocbbon NpeaocTaBnTb AaHHble No «Co3aaHuto
OOCTYrMHOM cpeabl AN aeTten- niBanuaos ¢ MBy». «Mbl 6binn ycnbilwaHbl, a 370 yxe
aopororo ctont! 3Ha4nT, Mbl He 3ps 3asBUNKN 0 cebe 1 B HYXKHbI MOMEHT OKa3anucb Ha
CNyXy Y YAHOBHUKOB. A eCrnv OHM OCYLLECTBAT Aaxke Masyk TOSIMKY TOro, YTO Mbl UM
NpeanoXunu, aTo yxxe 0yaeT cywecTBeHHbIe NOABWMXKN B peLlleHnn npobriem 60mbHbIX
MB B o6nactu» - rooput TatbsiHa Pumwia.

Kak mbl npeogonesanu TpyaHoCTu, U KTO HaM B 3TOM nomMoran

HakaHyHe akuumn obHapyXmmnoch, YTO He 3anfnaHnpoBaHbl CPeACTBa HA MOHTaX
CKynbnTyp BenocHexkn n ee rHomoB. PoguTtenu B CnewHOM Nopsiake 3a cHeT cpeacTs
opraHmMsauum NbiTanmucb HaHATb Paboymx, HO Te He CMOrfM NPeaoCTaBUTb rapaHTum
6e3onacHocTu. Torga 3aBeaytowen nynbMoHonornyeckum otaenedmem YOOKbB
KapumoBou W.I1. 6bin HargeH cnoHcop, KOTOpbIN onnatun aTty padoTy.

lMprBRekaTb CNOHCOPOB BCEraa CroXHO, HO HaMm 3TO yaanock. [oatomy, 4YTOObI
NOOLLPUTb HALLMX HOBbIX NAPTHEPOB, Mbl LOrOBOPUIINCH O pasMeLLEHNN MHGOpMaLmm
006 MX y4acTum B CTpouUTenbCTBE «Annen XusHm» Ha cante obnactHom 60nbHULbI 1 B
6nore YnonHoOMO4YeHHOro no npasam pebeHka B YensbuHckon obnactu, Bpy4mnm
GnarogapcTBeHHbIE NMCbMa. TeM, KTO BHEC 3HAYMMbIN BKNa B CTPOUTENBLCTBO ansewu,
OyayT BpyYeHbl MMeHHble BnarogapHOCTM OT YNOMIHOMOYEHHOIO Mo NpaBam YerioBeka B
YensbuHckon obnactu. HarpaxaeHune coctontca B NpaBuTtenbctee YenabuHckom
obnactn npegnonoxuTensHo 12.12.12r.



O npoekTe NuLyT:

Ha Tepputopum obnactHon getckon 60nbHULbI NOsiIBUNACh «ANnes XXU3Hu»
http://www.odkb74.ru/na- territorii-oblastnoi-detskoi-bolnitsy-poyavilas-alleya-
zhiznYnonHomo4eHHbIN No npaBam pebeHka BMecTe ¢ npeacrasutensamn MuHagpasa
OTKPbINU ANNer XN3Hu

http://cheldoctor.ru/text/newsline_med/581949.html "Ha Tepputopum obnactHomn
AeTckon 60nbHULLI NosBUIAch « Annes Xu3Hn»" MHPOPMaLMOHHLIA canT YenabuHckom
obnactun 74.ru:

http://www.up74.ru/rubricks/obshhestvo/2012/11-nojabr/pustyr-prevratilsja-v-alleju-
zhizni- /?comment_sent=1#form "lMycTbipb NpeBpaTuncsa B «Anne XusHn»", ctatbs B
rasete «YensabuHckas

naHopama»
OCBeELLIEHNE NOCT-penmsa B coumanbHbix ceTsx y cnoHcopa YPOP «MPOMACC

http://promas.ru/photo%D0%B5s/chror-promass-podderzhalo-proekt-alleja-zhizni-detej-
bolnykh- mukoviscidozom/
http://www.facebook.com/media/set/?set=a.240543676074612.54383.21289778883920
1&type=1

http://www.facebook.com/promass74
http://blago74.ru/news/detail.php?ID=4318 "Annes >xu3Hn cBoMMN pykamn",
WHAOPMALNOHHLIN CanT

Bnaro 74.ru

2. MNMpoekT «lMoka abiwy, Hagercb!» BopoHexckasa permoHanbHasa obwecTBeHHas
opraHnsauma «fNMomowm 6onbHLIM MyKoBUCLUMAO030M»

B BopoHexe caenaHo B ceHTAbpe-Hosa6pe 2012 roaga

15 ceHTs6ps 2012 r. B [leHb ropoga COCTOSANOCh aHMMAaLUMOHHOE - pa3BrekaTesnbHoe
woy. BonoHTepsbl



BO BpeMsi NpoBeAeHNS Npa3aHnka pacckasbiBanu ropoxaHam o MB. B 3aBeplueHue
npasgHuka npoBeaeHa, yxxe ctaswagd TpaguumorHHon ansa BPOO «lNomowwm 60nbHbIM
MykoBucungo3om», AKUumMs «rosnydbix LWapoBy, CUMBOSNIM3NPYHOLLMX BO3OYX U NErkoe
AblXaHWe. Y4YacTHMKN akuum pasgaBany NpoX0oXXnM BO34YLUHbIE Wwapbl ronyboro ueeTa,
ronybble 6pacneTtbl  MHpopmaLmoHHble nucTtoBkn o MB. Takum obpasom, 66110
npoeeaeHo nHpopmmpoBaHme 0bLLLECTBEHHOCTM O 3aboneBaHUn 1 co3gaH
NONOXUTENbHBIN UMUK OpraHn3aLunu.

15 okTa6psa 2012 r. B [lome monogexum coctoanachb BCTpeya COTPYAHNKOB opraHn3aumm
N yyacTHuKoB BonoHTepckoro asmxeHna BopoHexckon obnactu. Llenb BcTpeun
npuBrie4YeHne BOSIOHTEPOB 41151 MOCTOAHHOIO COTPYAHMYECTBA N OONTOCPOYHO M
COBMECTHOW OeATenbHOCTU. Bo Bpems BCTpeun pacumpunm npeacraBneHne pedar ob
ocobeHHocTAX 3aboneBaHus. MogpOCTKM NO3HAKOMUIUCL C UICTOPUEN BO3SHUKHOBEHUSA
3aboneBaHusl, XapakTEPUCTUKON, CUMNTOMAMM, XU3HEHHBIMU CUTYaLNAMM BONbHbIX
MB.

28 okta6pa 2012 r. YneHbl OpraHM3auunmn BbICTYNUAKN SKCNepTaMm no Teme
«BonoHTepcTtBO» B PecTmBane WKONIbHOW U MONOAEXHON camoaenTernlbHON Npecchbl
PEMNOPTEP. Bo Bpems aToro meponpustus Obii opraHn3oBaH cOop NoxXepTBOBaHUN,
HO aKueHT Bonblle genanca Ha MOTUBaLMIO U MHPOPMNPOBaAHME YH4aCTHUKOB
MeponpuaTus o 3abonesaHun MB. B pesynbTate meponpusitua pacumpuncs Kpyr
obLLeHnsa opraHn3aumm 3a cHeT 3HAaKOMCTBa € npenogasartenamu BY3o0B. bbinu
HanaXeHbl KOHTaKTbl ¢ pykoBoautenamu apyrux HKO, 3aHnmalowmxcs MonogexxHomn
nonutukon. CTygeHTamm 3anonHeHo 18 aHKeT, CBOM yCryru nNpeanoxumn
npoceccnoHanbHbIN hoTorpad

BaxHble pe3yrnbTaTtbl U JOCTUXEHUA

Mo npocbbe poanTenei, nocewasBLUMX B NPOLLIOM FoAy rpynny, pewweHo 6biro HavaTb
paboTy ncuxonora

C TPEHUHra-ceMmnHapa «BocnutaHne Ha OCHOBe 34paBoro CcMbicna» unu «ucuunnnuHa
0e3 cnes n nctepuky». TpeHWHr BktovaeT B cebs 6 3aHATUN.

B xo0e mpeHuHaa podumernu Hay4unuch:

|
|

onucbiBaTb NoBeAeHME N YyBCTBa pebeHka; 1 chopMmpoBaTh NpaBuna Xn3HU B CEMbE;
noaaepXuBaTb aBTOPUTET poauTenen;

nogaepxxmsatb U XBarinTb pe6eHKa;



] npaBuibHO pearMpoBaTth Ha Kanpuabl U MaHUNYNSALUUM CO CTOPOHbI AeTE; 1
noaAepXmnBaTb CaMOCTOATENbHOCTb pebeHKka B MPUHSTUN peLLEHWIA.

OT3bIBbI poanTenemn:

«/[]nsi MeHs1 oka3asiocb O4YeHb 8aXKHO obLeHUe ¢ Opy2umMu podumensimMu u
McUxo0no020M»; «51 Haydunack 6bimb OMKPLIMOL U omcmausams Ceou rpasa 6o
83aUMOOMHOWEHUU ¢ OembMU, NPU 3MOM 0CMasasiCb ¢ HUMU APY3bSMUN»;

« TpeHuHau rnomoeasnu MHe uzbasumbcs om 4yecmea 8UHbl neped 004epbro, mernepb
(Haderocb) 1 cmana 0nsi Hee nydweu nodpyaoly; «lloseunacb 803MOXHOCMb, XOMb
HeCKOJIbKO Yacoe rocesimumes cebe u 0mOOxXHymb om rnog8ceOHe8HbIX QoMallHUX 0ery.

Mocne Kaxgoro NCUXoorMYeckoro TPeHWHra, rpynna octaBanach ans o6cyaeHus
peLleHns COBMECTHbIX Npobrnem v nnaHoB. Ha TpeHUHr NocTeneHHo cTanm
NoATArMBaTbLCS NIOAN paHHEe HAaXOAMBLUMECS B NACCUBHOM COCTOSIHUM U HE
NPUHMMAaBLLNE y4acTusi B HaLWMX meponpuaTuax. N ocobeHHo paayeT To, 4YTo Ha
3aHATUS NPUXOAUNN POAUTENM COBCEM MareHbKUX AeTOK, a Takke ceMelHble napbl.
MpUNMB HOBbLIX POAUTENLCKMX CUIT NMO3BOMMI MO HOBOMY pacniaHnpoBaTh U PPOHT
paboTbl, U paclMpUTb CTEMEHb y4acTue poauTenein B MeponpuUATUSIX Hallen
opraHusauuu.

3. MpoekT «byayuee Hawunx aeten - B Hawmx pykax» HIM "Momowb 60nbHbIM
MyKkoBucumaosom”, r. KazaHb

NMpoBeneHa nepBas wkona MB, cobpaHue poauTenen n Kpyrnbin cTon
«MykoBMCLUNA03 USHYTPUY.

lNepeas wkona no Mykosucyudo3y NnaHnpoBanach, Kak BBOAHas, HO B CUINY HEKOTOPbIX
HenpeoaoNUMbIX 06CTOATENLCTB, NpoBeny Apyryto wkony «Mutadme npn MB» (nektop
ManuHosckas 10.B.).

Bce yyacTHuKM Havany npoBeAeHns Lukna wkon no MB 6binvM o6pagoBaHbl, NOCKOSbKY
Npo6enoB MHOro 1 BoNpocoB MHOro. Mbl npurnatuany poautenen no anekKTpoHHON
noyte, a Grnvke k AaTe nposefeHus B3pocnasi 6onbHas MB 063BoHUNa Bcex
poauTener u npurnacuna UHaAMBMAyanbHO Ha LUKOny.

Jlekumna nonyymnacb obuasi, NOCKONbKY Ha NeKLMM NPUCYTCTBOBANN AETU PasfiMyHbIX
BO3PaCTOB:M rPYAHUYKN, N LLKOSTbHWUKK, U B3pocrible. OCOB6EeHHO MHOro BONPOCOB OT
poauTenen 61510 N0 BUTaMUHAM, Kakue nyylle 1 rae B3siTb, BCEM NU HYXXHa
HYTPUTUBHAs NoAaepXKa 1 HET N NOBOYHbIX 3IPEEKTOB OT NpUemMa SONOMHUTENBLHOMO
nuTaHus. Ha 6yayuwee nnaHMpyem npurnawatbe MeAUUNHCKUX NpeacTaBuTenen ¢
nuTepaTtypon no Teme.



Ha cobpaHuu poantenu peluvnm, 4To NpoBeaeHne LWKom npaBunbHee 6yaeT 1 pas B
MecsiL, a He 2, Kak NnaHMpoBarnock paHee, T.K. POAUTENN He MOryT YacTo cobupaTbCes,
MHOre Janeko XWUBYT, a €3AUTb Kaxkable 2 Heenu OOPOoro, U HeT BPEMEHN.

Kak n nnaHnpoBanocs, WKoa npowsia MHTEPEeCHO, No3HaBaTenbHO, HO cobupaTth Ha
LLKONY poAUTENEN OKasanoch CrnoxHee, YeM oxuganocbk. B Pecnybnuvke 95 yenosek,
6onbHbIX MB, HO B camoM ropoae, rae HaxoauTbCs LEeHTp, NpoxmBaeT Bcero 30
4YenoBeK M B3POCHbIX U AeTEN, a OCTanbHbIM 40OMPATHCH Ha KaXAyHo LLKOSY OYeHb
Aaneko. [1ns HEKOTOPbIX PMHAHCOBLI BOMNPOC UrpaeT HeManoBaXHYH POJSib, KTO- TO
CYMTaeT, YTO BCe 3HAET, N eMY Xarko CBOE BpeMSs TpaTUTb Ha LUKOMbIl. Takmx
poauTenen npuwnock yoexaartb, YTO 3TO MM HEOOXOAMMO, ANsA KOro-To 6b110
NHTEPECHO NPUMATU NOCMOTPETL Ha B3POCIbIX BOSbHbLIX, KAKME OHWU cTanu, nocnywartb,
yero gobunuck u Kak!

Cnepytollas LWKona 3annaHnpoBaHa Ha 19 sHBapsi, poaAMTENN 3asiBUNN Temy
KMHEe3uTepanum 1 Npocunn OCBETUTL ee Ha GnuxkanLen WKone.

B Kpyanom cmorse NpUHANK yyactve agMUHUCTpaumns 60nbHMLbI, FNaBHbIN
nyneMoHoror Pecnybnuku, npeactasutenu N'6OY BIMO KIMY, kadenpa rocnntanbHOM
neanatpum ¢ kypcamu M1 n MAO n pogutenu 6onbHbIX geten MB.

[nsa npoBeaeHns 3TOro MeponpusTus Oblnv OTNpaBIeHbl 3NEKTPOHHbIE MPUrNaLLeHNs
ANs poauTenen n 3a HECKOSbKO AHEN elle pa3 063BOHUNN BCEX, B pe3yrbTaTe NpuLlsio
30 yenoBek 13 95, 3T0 06bSACHAETCA TEM, YTO BONBLLUNHCTBO NPOXMBAIKOT HE B CAMOM
ropoae, a Ha nepudepun Pecnybnumkm, noaTomy o6paTbCsl NONy4YaeTcs He y BCEX B
Cuny pasHbIX NPUYKH (PMHaHCbI, CaMOYyBCTBME, HEXENaHKE).

BaxHble pe3ynbTaTbl N OOCTUXEHUA

1. Hayanocb ycTaHoBMeHne NapTHEPCKNX OTHOLLEHUIA C HEKOTOPbLIMWU POAUTENAMMU, B
XO[ie NeperoBopoB, NOArOTOBKE KPYriioro cTosa u no OKoHYaHUu cobpaHus.

] 1 yenoBek B34 Ha cebda 063BOH anTek, YTOObI oNpeaennTbCs, YTo NpMobpeTaTh Ha
cobpaHHble cpeacTBa B

1

HY>XHO 3a pybexom;
1 YenoBeK CoCcTaBnsAEeT CNUCOK, COBMpaeT AeHbrM Ha hnaTtTepbl. 1 YenoBek co3aaeT U
pa3pabaTtbiBaeT CTPAHUYKy B KOHTAKTe



YCTaHOBIEHHbIX ALLNYKAX;
2 yenoBeka OyayT e3auTb U AenaTb BbIEMKU U3 3TUX SALLMYKOB;

|

] 1 yenoBek B3sANca obecneunTb BCEX XKenawwmux dpnaTrepamMmu, KOTOpbIX HET B
Poccuu, n 3akasbiBatb UX

2. AKTBM3MpPOBanu1Cb paHee NaccuBHble poanTenu, 3 YenoBeka 0COGEHHO NPOSIBUNM
cebs, 1 Hayanu paboTaTb: NOMOrNM C OpraHM3aLmen Kpyrnoro crona, CocTaBumm
CMUCKM NpuLleawmnx, cobpanu ¢ pogutenen aHKeThbl.

3. YUneHbl opraHun3auunun pewnin co3gatb CTPaHUYKY B KOHTaKTe.

B xone 3acegaHus kpyrmnoro ctona, agMMHUCTPaUms NPUHANA O4eHb NO3UTMBHO Halle
MeponpuaATUE, OLLEHWIO BaXXHOCTb KMHE3nTepanuun, Tem 6onee Obin HarnsaHbIA NpUMep
(B3pocnble 1 akTuBHbIe), N 13 fekabps, No 3aka3y agMUHUCTPALUKM Obin CHAT
PEKIMaMHbIN POSIMK O BAXXHOCTU KMHE3UTEPANuK, KOTOPbIN obeLlanu pa3amecTuTb Ha
cante [1PKB.

Bpy4eHue «llloneHoeckux npemMuu»

Meponpustue Obino NpoBeAEHO B paMKax Kpyrnoro ctona « MykoBmMcUnao3 N3HyTpu»,
roe TopXXKecTBeHHO Obinn Bpy4deHbl Npeacrasmtenem oHaa «OctpoBay OMMNOMbI U
nogapku nodegutensm.

Poauntenun maneHbkux aeTen, KOTOPbIX B NOocreaHee Bpemsi NOsIBUNOCh MHOTO,
BbISIBNIEHHbIX MO CKPUHWHTY, YBUAENN O4EHb XOPOLLNIA NONOXUTENbHbIN NPUMep,
MO3HAaKOMMUINCb CO B3POCIbIMU BONbHBIMU, KOTOPbIE C ONTUMU3MOM CMOTPST B
Oyaylee 1 BOMMOLAT caMble HECObITOYHbIE MEYTLI B pearnbHOCTb.

«OyeHb yOayHasi udesi 8py4UMb MOpPXXecmeeHHO «LLloneHoeckue npemuu», amo 0asio
OMIIUYHbIU MOTHOK HE MOJIbKO POOUMESISIM, UMEKWUM MasieHbKux demed, HO U
admuHucmpayuu 6onbHUUbI, 8UOS pe3yrbmam U rnoHuUMasi, 4mo ece, 4Ymo
gknadbieaemcsi 8 makux demedl, Kak MamepuarbHas 6a3a, mak u MmoparbHas, umeem
OMITUYHYIO MePCreKMuUBY».

4. NMpoeKT «OpraHn3auusa WKONbI A4NA poauTeneun aeten, 6onbHbIX
MYKOBUCLNA030M»

B® «lMopapu pebeHKy pagocTb», r. OpeHOypr
B OpeHbypre caenaHo B nepBoOM NOsIOBUHE NPOEKTa
OpezaHu3auyusi wkosbl 0ns1 podumeneli demel 6onbHbIx MB

MoaroToBKOW LLKOMbI M ee NpoBeAeHneM 3aHumanack M.LLamcTtavHoBa npu yyactum
GyxranTtepa, ncMxonora v Bpayven.

Poautenu n 6onsbHble MB 66111 npurnalueHbl 3a Mecsdu, 4O MeponpuaTus NocpeacTBoM
TenedoHHON CBA3N, Takke Obinn pasocnaHbl NMcbMa ¢ NnoapobHOM NporpaMmmon
MEepPONPUATUS MEKTPOHHOW NOYTOM 1 novTon Poccum

Bce pogutenu, kotopble ganu cornacue spavy LeHTpa MB Ha nepegady KOHTaKkTHON



MHGopMaLnn nHuumaTneHom rpynne B nuue M.E.LlamcyTamHoBown, Haxoounuce B
CcnMcKe NpuUrnalleHHbIX.

PoauTtenu Ha npurnalweHue pearnpoBanu no-pasHoMy: HeKOTopble bbinn B BOCTOpre oT
MAaeu, KTO-To y3HaB, YTO MaTepuanbHOW BbIrogbl HE MOYYUT OT 3TOFO0 MEPONPUNATUS,
KaTeropnyecku oTkasancsi NpuMnTK, a HECKONbKO poanTenein paBHOAYLIHO U, CKopee,
oTpuuaTenbHO OTHECUCh, HO MOMYYUB Ha PYKWU NporpamMmmy MeponpuaTusi camu
Nepe3BOHUIN N COOBLLMMM, YTO NPUeayT.

LWkona MB npoxoauna B (popme KoHepeHUnn T.e. NepBbli BOK BKOYan
MHdopMauuo o camom 3abonesaHun (Bpad M.A.Cka4dkoBa), ganee B popme BONpoc -
OTBET, a BTOpoun 6510k paboTa C NCMXONOrom B BUAE NpeaocTaBrieHnst MHopmMaLmm, a
Aarnee BOMpPOC-OTBET, a TakK XXe uHAMBMAyanbHas KOHCynbTauus.

BaxxHbie pe3ynibmamabi U O0CMUXEHUST
[eaTenbHOCTb NO peanuaauun NpoekTa oTNMYUNack OT 3annaHNPOBaHHON:

Bb1n10 3annaHnpoBaHo y4acTne ToNbKo poauTtenen 6onbHbix MB, HO B npouecce
NoAroTOBKU MeponpuaTns B3pocrbie 6onbHble MB n3baBunu xxenaHuo NpUHSATbL B HEM
yyacTue.

OcHoBHas 3agaya B3pocnblX 60nbHbIX MB - 3T0 AeMOHCTpauns NMUYHBIM NPUMEPOM
poaoMTENAM ManeHbKNX AeTen, YTO UX AETU CNOCOOHbI BbIPACTU B KPaCUBbIX,
NHTEepPeCHbIX, COOPMUPOBABLLNXCA NMUYHOCTEN. JTa Lenb U SBUNacb MOTMBaLMEN
npuesna B3pocsbix 60nbHbIX MB. MHOrne pogutenun noaxoamnu K pebsatam m
cnpalumBanu, Kak OHM cnpaensnucb ¢ npobnemamu B yyebe, B CBA3M C BONE3HbIO, Kak
6onbHoMy MB ny4ywe 06bsacHUTb uenb nedeHms. OHM okasanu oveHb 6onbLuoe
BNUSAHME Ha NO4BLEM MOpPAarnbHOIo ayxa poauTenen.

LWkony noceTtunu 18 pogutenen 6onbHbix MB, a Takke 2 B3pocnbix 60nbHbIXx MB (10
poautenen r. OpeHbypr, 8 pogutenen obnacTtHbix, 1 B3pocnein r. OpeHbypra, 1
B3pocCrbi obnacTtHon). Pogutenun 3agaBsann MHOro BONpocoB, 6onee onbiTHbIE
poauTenu NnoackasbiBanu HEOMbITHBIM, KAk OHU BbIXOAMMM U3 TON UM MHOW CUTYaLuN.
MHorvne n3bLaBunn xXenaHne y4acTBoBaTb B OpraHM3auumn naumneHTckoro coobulecTsa, a
Takke B peanusaumm npoekta. Pogutenn oOMeHANNCh ONbITOM U KOHTaAKTHOW
MHpopmaumnen mexagy cobon, T.K. poauTenu BnepBbie BCTPETUNNCH 1 NOO6LLANNCh
mMexagy cobomn.

Mocne 3HakomcTBa poauTenu o6beaUHUIMCE B NpMoBpeTeHnmn cneumanmanpoBaHHbIX
BUTaMWHOB ANSA CBOMX AeTeN, a TaK XXe pacXoAHblX MaTepmanoB U KOMMNIIEKTYHOLNX ANng
MHransiTopoB, TEM CamMbIM YMEHbLUNB UX CTOMMOCTb. PoguTenu, nmetoLme Ha pykax
N3NULLIKM NpenapaToB, NOAENUANCH C HYXXAAloLWMMUCS.

Ha wkony 6bin npyrnateH KkBanMuuupoBaHHbIA NCUXONOr, POAUTENU NONYYNNn
BO3MOXHOCTb noobLiatbcs co cneumanuctom Ha Lkone MB, HO 1 nonyy4nTb
NHOnBMAYarnbHblEe KOHCYNbTaUMW Mo TernedoHY BHE LLKOSIbI.

B koHLEe MeponpunaTna 6b1n1 NpoBeAEH NUYHBINA ONPOC, aHaNM3 KOTOPOro nokasarn, Yto
y4acTHUKM 00y4eHna (poautenm 6onbHbIX MB 1 6onbHble MB) yaoBneTBoOpeHsb!
MeponpuUATUEM NOSMHOCTbLIO.



«Cnacubo Bam o2pomMHoe, 3a maKyro Mo00epXKKYy, xodemcs 8epHymbcsi OoMou U ro-
Opy2omy 832r15IHymb Ha Hawy 6onesHb» E.JIbiwuk mama 12 nemHel e8oyKuU.

«bonbwoe crnacubo, ocobeHHO 3a ricuxoroza, 1 menepb 3HarK Kak no2oeopumse C
CcbIHOM 0 e2o bone3Hu» lNonosa H. mama 6 nemHez20 marbyuka.

MocelaTb ganbHeNLWNEe MepPONpUATUS, POOUTENN MITAHUPYIOT, OCOGEHHO C YY4ETOM
pelleHus Bonpoca o6 onnaTe npoesga. B npouecce nepBoii Wkornbl Gbina BpyYeHa
nporpaMmMa BTOPOW LUKOSbl, U3 NPUCYTCTBYIOLLMX BCE MIAHUPYIOT €€ NoCeTUTb.

5. MpoekT ««Hayunm poautenen — nomoxem getam» Camapckoe obnactHoe
otaeneHue O6LWeEpPOCCUNCKOro 6aroTtBopuTeNibHOro

¢oHaa «Poccunckumn getckum choHa»
B Camape cdenaHo 8 riepg8oli rnosioeuHe rpoekma

lMepen Hayanom NpoekTa MHUUMATUBHOM rpynnon Gbina NnpoBeaeHa BCTpeya
poaunTenen B LleHTpe

MykoBucungosa r.Camapa. NpucytctBoBano 14 yenosek (B OCHOBHOM 3TO ObInn Te
poauTenu, 4eTn KOTOpPbIX HaXo0OUIUCb Ha TOT MOMEHT Ha rocnuTtanusauum). beino
pacckasaHo 0 NpoeKkTe U NpeacToawmnx meponpuatusx. Korga gata nepson nexkumnm
Oblnia OKOHYaTENbLHO yTBEPXAeHa, poauTenu 6binn onoBeLLeHbl MOCPeACTBOM
NHTEPHET CBSA3M (B OCHOBHOM coumarnbHble ceTn) 1 TenedoHHom cBsasun. 10 Hosbpsa
cocToqanacb nepsas nekumsa B pamkax Lkonsl MB, nomelueHne, B KOTOPOM
npoBoaunack nekuus, 6oino npegocraBneHo «Poccumnckum geTckum poHgomy» . Ha
nekuuu BbicTynanu: Mopososa J1.A. — npeacegaTens accoumaumm NOMoLLm 60nbHbIM
MykoBucumago3om Camapckoro permoHa; Bpad Bacunsesa E.A genana goknag
«JlekapcTBeHHOe obecneyeHne B CamapckoM pervoHey; Bpay Tokaptok H.H.
pacckasbiBana rnpo MHransuMoHHY0 Tepanuio.

Ha nekumn pogutenu genmnmncb NonoXnTeNbHbIM ONbITOM «6opbbbl» B cdepe
nekapcTBeHHOro obecneveHns, npuabiBasa gpyr Apyra 6biTb 6onee akTMBHbLIMU B
O©opbbe 3a cobCcTBEHHbIE NpaBa.

lMpakTnyeckne 3aHATUNA KNHEe3MTepanmen NPOBOAUINCH PEFYIIAPHO C MEACECTPOM,
KoTopas 6bina obyyeHa B npoekte 2011 roga. 3a nepuof ¢ ceHTabpsa no gekadbpb Obino
OXBayeHo 22 60MnbHbIX MyKOBMCLNO030M, NpUMepHO 35% 13 HUX Bnepsble U 65%
NOBTOPHO. 3aHATUSA NPOBOAMNCE HA MPOTSXKEHUN BCEN rocnuTanm3ayum Yepes aAeHb
(7-8 3aHATUI C KaxXabIM pebeHKoMm).

MpoBognnuck Takke 6eceabl (1 pa3 B 3 Hegenu) ¢ BHOBb NOCTYNUBLUNMMU 6OMNbHBIMU U
nx pogutensamn. Bcex poantenen He cobupanu BmecTe, a becega nposogmnacs B
©oKce, COBMECTHO C AeTbMU. 3a OTYETHbIN Nepuog 66110 NpoBeaeHo 7 Taknx
CEMEWNHbIX 3aHATUN.

BaxHble pesynbmamebl u docmuxeHusi PedynbTaTbl NpoOBeAeHHbIX B pamMKax NpoekTa
MePONPUATAA MOXKHO CYMTaTb NONOXUTENbHLIMU, TaK Kak C

KaXXObIM 3aHATUEM KMHe3UTepanuemn MHTepec K Hen TONbKo BO3pacTaeT, MOTOMY YTO
BG0onbHblE BUOAT NONOXUTENBHbIN pe3ynbTaT. [locne npoBegeHHON NEPBOV NeKUUn



pPOANTENN OYEHb MOMOXMTENBHO BblCKa3bliBanNnch 0 NoA0OHOM OnbITe
NHOPMUPOBAHNSA, 0BYYEHMS. 3ByYanu NoXxenaHus, YTobbl Takoro poga 3aHATUA Gbinn
perynsipHbIMu.

«Jlekyus bbina MHe UHMepecHa, MHO20 MoJIe3HOU UHGhopmayuu, Havyana pasbupamscs
10 Kakum ripoepamMmam ¢huHaHCUpO8aHUs IoCMaessilomcs fiekapcmea, a mo rnoyemy-
mo 3asedyrowjasi MoUKIUHUKU 8Ce 8peMsi 2080puUm, 4mo u3-3a Hac He xgamaem
Jniekapcme Opyaum fibe0OmHuUKam Hawlel MonUKAUHUKU... Xomesnock 6kl 6onbwe y3Hams
06 UHeKyusX U Ux ne4eHuu, 0 HOBOM 8 MyKogsucyudo3ey.

AKTMBHOCTb poauTenen 3aMeTHO NOBLILLAETCH, Tak ABOE poauTenen 6binm
NpMBEeYeHbl K aHOHCMPOBaHMIO Nnekuun. Elle oanH poantens opraHmM3oBan oTnpaBky
HencnpaBHbIX MHrANSTOPOB Ha PEMOHT. B3pocnbiin 6051bHON MYKOBUCLMAO30M
npeanoXun co3gatb MHTEPHET CauT, rae cMornmn 6l obaTbca n ob6MeHnBaTbLCA
NHOpMaLnen poaNTENN HALLEro pernoHa n B3pocrible 60rbHbIE.

Takum obpasom, 3a OTHETHbLIV Nepunoa 6b1o NPoBeAeHO 7 TEOPETUYECKUX 3aHATUIN NO
KnHesntepanuu, 22 605bHbIX MYKOBUCLMAO30M 3aHMMANUCh C KNHE3UTEPaneBToOM,
Haxo4scb Ha rocnuTanusauun B LieHTpe mykoBucumaosa. B pamkax Lwkonbl
MYKOBMCLMAO3a Ha HavYanbHOM 3Tane Obina NnpoBeaeHa BBOAHAs BCTpeYa poanTenemn
(14 yenoBek) 1 coctosinack 1 NeKUMs, Ha KOTOPON ObiNn 3aTPOHYTLI TEMA
nekapCcTBEHHOro obecneveHns, MHransuMoHHasa Tepanusa n obpaboTka.

M3meHeHusi 8 xo0e npoekma

MnaHmMpoBanucb ambynaTopHble NPUeMbI AS1s 3aHATUIN KUHe3UTepanuemn, Ho B CBA3N C
PEMOHTOM

OCHOBHOro nometleHns 60nbHULbI, OTAENeHue, rae pacnonaraetcs LleHtp
MykoBucungo3sa, 6bino nepenoniHeHO 605bHBIMU C BUPYCHbIMKU 3aboneBaHnaMu, 1
AOCTYN B KAOUHET KMHEe3nTepanmm okasasncs 3akpbiT, B CBA3M C ONACHOCTbIO
MHpUUMPOBAHUA.

HedopmanbHyto BCTpeYy poanTenen Takke nepeHecnm Ha sHBapb, YToObl NPUypoYnTb
BCTPEeYY K HOBOroOAHMM npa3gHnkam 1 NpoBecTu ee nocre koHgepeHumn B r. Mockse,
4YTOOLI 3aMHTEpecoBaTb Noaen HoBon MHdopMaunen. OpUeHTUPOBOYHO BCTpeYa
coctoutca 10 aHBaps.

6. MNMpoekT «MHhopMmaLua 6e3 rpaHnuy» PermoHanbHaa oowecTBeHHas
opraHusaumsa MockoBckou obnactu

«Momowb 605IbHLIM MYKOBUCLUA030M»

B pamkax npoekTa 6151 NoAroTOBMEHbI U NPOBEAEHbI CreayloLme Nekunu:

2 Hos16ps1 2012 2.

Jlektop K.M.H. HukoHoBa B.C., Tema "lNMocTaHoBka agnarHo3a MB. Kak HayunTbCcs € 9TUM

xntb", "AHTUGaKTepranbHasa Tepanus npu MB".Jlektop k.m.H. TuToBa E.J1., Tema
"MHranauymoHHoe obopynosaHue".



JlekTop K.M.H. PocnaBueBa E.A., Tema "lNMutaHne npu MB". C aTum BebnHapom
BO3HUKIM Npobnembl 3anucn, cenvac Begetca gopaboTtka, B sHBape OyaeT rotoea ang
npocmoTpa.

YyacTHukn 36 YyenoBek, 38 NOAKITHOYEHHbIX CNUKEPOB. Takke B MepornpuaTum
NPUHUMANKM y4actTme KOMMNaHUN-NpomM3BoaMTENM Nie4ebHOro aHTepanbHOro NUTaHUA
HyTtpuums n bpayH. OHK npoBenu npeseHTauutio U gerycrtauuio CBoOen NpoayKuun.

30 Hos16ps1 2012 2.
Jlektop BacaprunHa E.H. "Kapanonorus y 6onbHbix MB".

B BebuHape npuHanu ydyactne 30 y4acTHUKOB 1 20 NOOKITOYEHHbIX CNUKEPOB (3annchb
ANs NpocMOTpa He JOCTYMNHa, OHa Npou3Boausiacb COBCTBEHHLIMU CUnamun, cemnyac
noet gopabortka).

20 Hos16ps1 2012 2.
JlekTop A.M.H. npodeccop KoHapaTbeBa E.U., Tema "OHOOKPpUHHAsS HEAOCTATOYHOCTb

npu MB". BebuHap npoxoaun 6e3 y4aCTHUKOB C TpaHCNAUMEN Ha PETNOHBI,
CTaTUCTUYECKMNE AaHHble Noka He4OCTYIHbI.

Bce 3anncu BebrHapoB MOXHO HanTU Ha cante PermoHanbHom obLecTBeHHOM
opraHusauuun Mockosckon obnactu «lMomowb 60bHBEIM MyKOBUCLMO030MY:
http://cfmo.ru/index.php?option=com_content&view=category&layout=blog&id=53&ltemi
d=97

Peanusauus nporpammbl «MHMumaTnea» B 2011 r. 1. Tomck: NpoekT — «Tomckan
wkona MB».

LLkona paboTtaeT adpdekTmBHO. BOT 0T3bIBLI poauTenen: «Kak 3ameyaTenbHo, Y4To Yy
Hac B ToMcke nosiBunach LIKoria MyKoBUCLNO03a, rae BblICOKOKBaNM@UUMpOBaHHbIE
Bpauyun pacckasblBatoT 06 0CODEHHOCTAX Te4eHUs 3aboneBaHnsl, 0 BbICOKOKaNopumnHOM
nUTaHUKM, OTBEYalOT Ha BCe MMeIoLLMECSs Yy Hac, poguTenen Bonpockl. ObcyxxaatoTcs
HOBbI€ 3aKOHOMPOEKTbI B 06M1acTu 3apaBoOOXpaHEHNs], KOTOPble HENOCPEACTBEHHO
KacaloTcsa gaHHoro 3aboneBaHusi, CTPOATCS NnaHbl Ha Byayulee, Ha NpoBeAeHNEe HOBbIX
BCTpeY COo cneyunanuctamm, NCMxororom, kKuHeanotepanesTomM. Oxurosa TaTbsHa
KOpbeBHa».«be3ycrnoBHO, Nekunn o4eHb nonesHole N MHpopMaTnBHble. Ham, Kak
OAHWM M3 CaMbIX MOSIOAbIX poaUTENEN, 3Ha4YUTENbHAA YacTb CKa3aHHOro Obina B
HOBWHKY 1 MHOIMe pekoMeHAaunm Mbl cpasy ctanv peanunsoBbiBaTb. PebeHok
Hy)xgaeTcsa B 0C060M yxoae, NpO KOTOPbIN CMOXHO Nony4nTb nHopmauuio. Kpome
TOro, cenyac eCTb HOBble NOAX0Abl K NOAAePXaHNIo 300POBbS Takux AeTen, npo



KOTOpble 3HAKT TONbKO Bpayn, KOTOpbIE CNELNann3npyroTcsl Ha BEAEHUN TaKnX
ocobeHHbIX aeTen (cneumnduryeckas aHTMOMOTMKOTEpaNns, NoAAePKKa HYTPUTUBHOIO

cTaTtyca, gueTtoTepanusa, NogaepXka MMMyHuTeTa 1 1.4.). bnarogapum opraHn3aTopoB
OnaroTBopuTenbHOro goHaa ,,OcTpoBa“ 3a NnpeaoCTaBNeHHYH BO3MOXHOCTb 00 aTbca

c apyruMmm poaumterniamm 6onbHbIX MB, noJjiydaTtb KOHCYInbTauun rcnuxosora, COBMeCTHO
pewaTtb BO3HUKarLwune l'IpOGJ'IGMbI. C yBaXeHnewm, AneKcaHp,pa»

Ha ¢doTo — 3aHaTME « Tomckon wkonbl MB»

2. BopoHex: lNpoekT «BmecTe»

3apava, peluaemasi B xoae Npoekta — ncuxonornyeckasi noMoLb cembsivm ¢ MB yepes
npoBeaeHNe TPEHNHIOB 1 COBMECTHbIX MEPONPUATUIA poauTeneit. boina BbinonHeHa
nporpaMma TPEHUHIOB Y MEePONPUSTUN.

LintaTta n3 nucbma BopoHexLeB: «MHorve poautenu, KoTopble He MHTepecoBanuchb
AeATenbHOCTbIO OpraHn3aLmm, NPosIBNSANM criabyto akTUBHOCTb, OKa3anuchb BOBIEYEHbI
B paboTy, BbINOSHAOT pa3oBble nopy4YeHus. MNMosbicunacb MHOOPMUPOBAHHOCTb

pOﬂ,I/ITGJ'IGVI 0 camMoM 3aboneBaHUN N 3aHATUAX KVIHe3VITepaI'II/IeI7I, 4YTO, HECOMHEHHO,
NoBbILLIAET MOTMBALMIO K MOCELLEHUNIO 3aHATUI. Te aetTn n poanTernin, KoTopble ycnesnun
NMNOCeTUTb 3aHATUA

— yBuaenu apdekT oT AbixaTenbHOM TMMHACTUKM U cnieunanbHbiX YIpaXHeHU, nyylue
cTana oTxoauTb MOKPOTa, Nnerye ctano aplwate. Poantenu ctanu 6onblue obliatbes



mexagy cobon, obmeHnBaTbCA onbiTOM. ArieoHopa CeBpokoBa.» 3aBepLUeHa
coBMecCTHada paboTta poauTtenen no coctaBneHunto 6powwtopbl «CnpasoyvHmk no MB gns
ceMbn».

Ha go1o — «Akuus wapoB» poanTenbckon opraHmsauum MB BopoHexa.

W AR

T
N i}

y.
/
\

\

A
A
A\

3. Caparog: lNpoekrt «Tkl He oanH» Llenb npoekTta — noBbIlLeHNe KayecTBa KXU3HN
6onbHbIX MB B pervoHe.

B pamkax npoekTta opraHm3oBaHa paboTa LWKon Anst poACTBEHHMKOB B0nbHbIX MB 1
ans cammx 6onbHbIX. OcyllecTBNeHbl Bble3abl B parioHbl 0611actu, Ha MecTtax
npoBeaeHbl BCTPEYM C pyKoBOAUTENAMMN OTAEN0B 06pa3oBaHus, 30paBOOXPaAHEHNS,
ceMbsiMU naumeHToB ¢ MB, KOTOpbIM OKasaHa agpecHas MeauuuHcKas, coumarnbHasa u
ncuxonornyeckas nomollb. flocturHyta gorosopeHHocTb co MC3OK o Tom, 4To npu
NPOXOXAEHMUM KOMUCCUN ByaeT yunMTbiBaTbCsl OTMETKA KMHEe3uTepanesTa o
npoBefeHHbIX 3aHATUAX KT B MHAMBMAYansLHOM nnaHe peabunutauumn, 4to npugact
ob6sa3aTenbHbIN cTaTyc 3aHATMAM KT.

Ha ¢oTo — 3aHaTMe poauTenen B CapaTose.
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4. Hnxxuun HoBropogp: lNMpoekT «OkazaHne MeamuKo- NCUXONOrM4ecKon n npaBoBomn
NOMOLLM CEMbSIM, UMEIOLLIUM

pebéHKa, 60NbHOro MyKOBUCLUA030MY.

[MpoBeaeHbl MHOrOYMCIIEHHbIE MEOVLIMHCKUE, NMCUXOSTOrMYeckme 1 topungmyeckme
KOHCynbTauumn Ans nauMeHToB N UX CEMEN.

PaboTaeT «LLkona HoBU4YKkOB» AnNsa poauTenen rpyaHbix ageten ¢ MB. lNposeaeH
Kpyrnbi cton «lcuxonoruveckune ocobeHHocTn aetern 60nbHbIX MB».
lMpopomkaeTca paboTa No nekapcTtBeHHOMY obecneveHuto naLmMeHToB 1 No
NPUBIIEYEHUIO BOITOHTEPOB.

Ha ¢oTo — HoBorogHee nosgpasneHue pebar ¢ MB B HmxHem Hosropoge.

5. Apocnaens: lNpoekrt «He racHeTt ceet» Llens gaHHOro npoekrta — co3gaHue
urbmMa 0 60MbHbLIX MyKOBUCLMO030M.

CHATbI CloXXeTbl 0 NnieyeHnn 3abonesaHunsi, 0 npobriemax ¢ KOTopbIMn
cTankusatloTcs bonbHble N NX 6rIM3Kne, 0 BONOHTepax, koTopble 6epyT Ha cebs
dyHKUMKM rocygapcTsa, o poHaax apyrmx HKO, koTopble nomoratT B peLueHnn
npobnem, CBsA3aHHbIX C MyKOBMCUMA030M. [lanaKecT hunbma MOXHO
NOCMOTPETb 34eCh.



