ApxuB pen.

KpaTkui otyeT 0 geatensHocTn BnarotsopurtensHoro poHaa «OcTpoBa» B
2017 r. (aHBapb-aeKabpb)

bJuaarorBopureibHbl€ IPOrPaMMbl:

1. lllonenoBckas npemus. barorBopurensubiil pora "OctpoBa" mpogoKaeT
MOJIZIEP’KUBATH MOJIO/IBIX JIFOJICH ¢ MYKOBHUCIIHIO30M, YUAITUXCSI BBICIITUX YUEOHBIX
3aBeaeHuil PO, naypearos crienmansHo HoMuHamu "CtyaeHTs". C 1 mas o 1 okTs0ps
2017 r. ®oug "OctpoBa" mpuHUMAJ 3asBKH Ha y9acTHE B KOHKypce. B Hauane HosOpst ObLTn
nonseneHbl utord "llonenocko npemunt 2017" v 0ObABIECHBI TOOSAUTEIH.

2. Manuuatusa. B suBape B [lepMu cTapTOBan NpOEKT NCUXOIOTHYECKON MOMOIIH
narueHTam ¢ MB, craBmuit mobenutenem koHkypea "Nuunnatusa 2016". TIpoekt
peanuzyetcs [lepmckoit opranm3arueit "MeuraShxute" npu GUHAHCOBOIN MOIIEPIKKE
donna. 2 mapra 2017 r. mpu nogaepkke MunnctepcTBa 3apaBooxpanenus PecmyOnmku
Jarectan B r. Maxaukana u ¢uHancoBom ydactuu b® "Octposa" mporura HaydHo-
npakTudeckas koHpepennus "OcobeHHOCTH aMOyIaTOPHOT'O HAOIIOJCHUS U CTAITMOHAPHOTO
JICYCHHS MAIMEHTOB ¢ MyKoBucnno3oM". KomnyecTBo ciymiareneit koHdepeHuu
coctaBmiio 180 uenoBek, cpeau KOTOPHIX ObLTH Bpaun u3 Jlarectana, Yeunu u

HNarymernn. 15 mapra 2017 r. OTKPBIT NPHEM 3asIBOK HA Y4aCTHE B KOHKYPCE IPOEKTOB
NalUeHTCKUX opranm3anuii "Manmuatuea". 31 mapra B XabapoBcke mpomnia KoHPEpeHITHs
10 BOIIPOCAM JIeUEHUSI MyKOBUCIIH03a. O0IIIee KOMUIECTBO CyIaTenei KoHhepeHuu
COCTaBMJIO OKOJIO 20 4eIOBEK, CPeI KOTOPBIX OBLIM BPAYU U POTUTEIH

MAIMEHTOB. MepOnpHsITHE COCTOSIIOCH O1aroaapss akTHBHOMY YYaCTHIO Xa0apOBCKOTO
co00IIIeCcTBa pOANTENCH MAIMEHTOB U (hMHAHCOBOM moaaepkke ¢pouaa "Octposa". 26
arnpessd B JIunenke npomesn ceMUHap 1Mo KHHE3UTEPANUU B paMKax NpoekTa JIunenkon
PETHOHATBLHOM OpPTaHU3aAIMU TTOMOIIY OOJBHBIM MYKOBUCITHI030M, KOTOPBIHA MOy
noanepxky ®ounna "OcrtpoBa" nmo pesyiabraram KoHKypca "NMHunmnatusa". 22 ceHTs0ps B
Ywurte npormia nepBasi HaydHO-TIPaKTHIeCcKast KoH(pepeHIus "AKTyaabHbIE BOIIPOCHI
IIyJIbMOHOJIOTMU JE€TCKOI'0 BO3PAcTa ¥ B3POCIBIX MALMEHTOB ¢ MYKOBUCIIMA030M". YUacTue
B MEPOIIPHUATHH NPUHSIO0 122 yenmoBeka u3 HUX OOJbIIE TOJIOBUHBI BPadH, a TAKKE
CTYAEHTHI 3-4 KypCcOB MEIUIIMHCKOr0 yHUBepcuTeTa. 20 okTa0ps B Bosirorpaze B pamkax
CHEIUATN3UPOBAHHON BHICTABKU «MenuiMHa U 3ApaBOOXpaHEHUE)» MPOILIa KOH()EpEHITHS
«MyKOBUCIIMI03: MEXKIUCHUIUTMHAPHBIA MOAXO/ K JUATHOCTUKE U TEPAUU OCIOKHECHUIN.
Bnepsrie Ha aTOM MeponpusTiy ObUT OPOOOBAH METOT TPOBEICHHSI CKANUTI-KOH(EPEHIINN.
10 Hos16ps B PocTOBe-Ha-J[OHY COCTOSIIACH HAYYHO-TIPAKTUYECKAs

KOH(pepeHIUs «AKTyanbHBIC BOIIPOCHI ITyJIBMOHOJIOTHH JETCKOTO BO3PACcTa M B3POCIBIX
MAIMEHTOB C MYKOBHUCITI030M». Y4acTHe B KOHPEPECHIINH MPUHSIN Bpaqy aJlJIeproJiorH,
MyJIEMOHOJIOTH, MEKPOOHOJIOTH, CTICTIHATTMCTHI 3 YHJIOKPUHOIOTUIECKOTO IICHTPA,
neANaTPhl, TACTPOIHTEPOIIOTH, - BCETO 00JIee MIECTUACCATH YEIIOBEK; a TAK)KE POIUTEITN
namnureHToB ¢ MB. 15 nekaOps B [lepMu peanu3oBaH MPOEKT «3UMHEE AbIXaHUEY,
HAIIPABJICHHBIA HA COOP CPENICTB HA OIUIATY JIeUeOHOr0 MUTaHus i neterd ¢ MB ¢ octpeim
nedunuTom Beca. B pamkax mpoekta ObuUT MPOBeICH biraroTBOpUTENbHBIN KOHIIEPT JETCKUX
KOJUTeKTHBOB B [lepmckom qoMe HapomHoro TBopuectBa «I'yoepHus» u biarorBopurensHas
spMapka. biarogaps oTKIMKaM B ICHb KOHIIEpTa yaaiock coopath 49 750 py06. u eme




nopsizka 300 000 py6. B kauecTBe MoXkepTBOBaHMsI mocTynwin Ha cueT [lepmckoit POBO
"MeutaflkuTh" mocie MEpONpUATHS.

3. Kune3urepanus. C 3 no 14 anpens B Cankt-IleTepOypre npormen Kypc MOBBIIICHUS
kBan(pukanuu "AxTyanbHbie TPoOIeMbl Ppuznueckor peadbmnuranuu. Kunesutepamnus npu
XpPOHUYECKUX 3a00JIeBaHUSIX JIETKUX'". YYacTue B Kypce NpUHsUIH 6 TOKTOPOB U3
Bonrorpaga, Cypryra, CeikteiBKapa, HoBocubupcka, Uebokcap u Kemeposo. [Togsenenst
utoru koHkypca "Kunesurepanus 2017". Ha koHKypc ObLI0 NpencTaBieHo 4 MpoeKTa Mo
CO3JJaHUIO U 000PY/IOBAHUIO KAOMHETOB KuHe3uTepanuu B peruoHax P®. KonkypcHas
KOMMCCHSI ITPUHSIIA PEIIEHNE BBIAEIUTD CPEICTBA HA peaInu3alri0 TPOeKTOB MOCKOBCKOM
obnactu u Pecnnyonuku Komu. B okta0pe n1s [BY3 MO «MockoBckuii 001acTHOM
KOHCYJIbTaTUBHO-IMATHOCTUYECKUH LHEHTp 115 AeTei» Obul KymieH Oonyyatens «OPYbn-
3-5- «kKPOHT» ([le3ap-7). B Hosi6pe B I'Y «PecnyOnukaHcKas TeTCKas KITMHUYSCKAsS
0onpHUIIa» T. CBHIKTBIBKAp OBLIO 3aBEPIIEHO OCHAIIEHUE KaOUHETa KWHE3UTEpaIuu
CIICIMATIM3UPOBAHHBIMU TPEHAXKEPAMHU U CIIOPTUBHBIM MHBEHTAPEM ISl 3aHATHH C
nanueHramMu ¢ MB.

4. Odyuyenue Bpaueil. B saBape Tpu Bpaua-6akrepuonora npomnuiu ooydenue B [IMI'MY
uM. Ceuenona (r. MockBa) nipu nogaepxke ¢ornna. B despane asa Bpaua uz Tomcka u UnThl
nponuii o0y4deHue Ha paboyeM MecTe B JIeTCKoM IieHTpe MyKoBHCIIH103a Ha 0a3e JII'b
Cssroii Onbry, r. Cankr-IletepOypr. C 6 deBpans mo 3 mapra 2017 1. Kypc MOBBIIICHUS
kBanpukanuu «MUKpOXUPYpPriusi HOCa» MPOIIa Bpadya-0TOJAPHHTOJIOT OTASICHUS
topakaiabHou xupypruu ['MIIb Ne 2 Mapteinuxunoit Mapuu CepreeBubl. O0yueHue
npoxoauio Ha 6aze ®PI'BY «CI16 HUU JIOP» Mun3zapasa Poccun. B anperne moktop u3
I'MIIb Ne 2 (CankT-IleTepOypr) nmpomnuia oHmaifH-Kypc «KnuHudeckue acleKThl TOMOIITH
JETSAM U B3POCJIBIM, CTPAJAIOIINM MYKOBUCIIUI030M», pazpadoTanHoro KopoieBckum
INociutanem bpomnton (Benukoopuranus). C 3 no 18 anpens npu noaaepxkke bd
"OctpoBa" 00yueHue Ha Kypce "CoBpeMeHHbIE METO/IbI AUATHOCTUKU U JICUYEHUS
TE€HETUYECKH IeTePMUHUPOBAHHBIX 3a00neBannii (MykoBucuni03)" npouuiu 6 Bpauei: us3
Crasponons, Tromenu, HmxneBaproscka, Camapsl, Ps3anu u PocroBa-na-/{ony. C 11 no 24
mas Ha 6a3ze JII'b Cesaroii Onbru Obl1a OpraHr30BaHa CTAKUPOBKA HA pabodeM MeCTe IS
JBYX MOKTOpPOB n3 YnaH-Ymd (Pecrybnuka bypsitust) u [lepBoypanbcka (CBepamoBckas
o6macts). C 26 o 30 mas Bpau-mukpooduoior u3 Cankr-Ilerepbypra mporia cCTa)XUpOBKY B
KJIIMHUKO-IHarHocTuueckoil maboparopun Kinunnk Camapckoro I'ocynapcTBeHHOTo
MEJUIMHCKOro yHuBepcuteTa. 6-27 utons 2017 r. B Cankrt-IlerepOypre nporien
kypc "JlabopaTopHas mukosorua" Ha 6aze HUM mequnumHckoit MUKOJIOTUH HMEHU
I1.H.KamkuHa, B KOTOPOM MPUHSIIN ydacThe JBa Bpada-OakTepuonora u3 Kemeposo u
Camapsl. 13-27 centsa0ps 2017 r. Bpau u3 KemepoBo npomén Kypc noBbIIIEHUS
KB (pUKAINU «AKTyaTbHBIC BOIIPOCHI METUITMHCKON OakTeprosorum» B OeaeparbHOM
HAYy4YHO-UCCIIEIOBATEILCKOM LIEHTPE AMUIEMUOIOrUU U Mukpoouonorun um. H.®. "'amanen
B I'. Mockse. 18-29 centsa0ps uetbipe Bpaua u3 HoBocubupcka, Tomcka, Kazanu u CaHkT-
[leTtepOypra nmponuiu CTAXKUPOBKY Ha pabodem mecTte B JIeTCKOM MEHTpe MyKOBUCIIHI03a Ha
6aze JII'b Cesaroit Onbru, . Cankt-IletepOypr. C 13 o 17 Hos6ps 2017 roga 8 Hayunom
LEHTpE 310pOBbs AeTer I. MockBa 1Ba Bpaua u3 Boponexa n ToMcka mpouui MUK
oOyuenwus «[Ilutanue nereit ¢ MykoBUCIIHA030M». DOHIT OKa3asl ((HUHAHCOBYIO MOJACPIKKY B
oriate 00pa3oBaTeNbHBIX MIPOrpaMm, poe3aa u npoxkuanusa. C 20 HosOps 1o 15 nexabps
IPOIIUTa KypC MOBBIMIEHUS KBamupukannu « Mukpoxupyprus Hocay 6aze ®I'bY «CII6 HUA
JIOP» Bpau otopunonapunroiuor Llentpa nerckoi xupypruu OpeHOyprckoit o0aacTHON




I'bBY3 «I'Kb» Ne5. C 10.10.2017 mo 10.01.2018 o0yuenue Ha onnaiiH-Kypce KoposiaeBckoro
INocriutans bpomton «Managing the Care of Children and Adults with Cystic Fibrosis»
/«KnmuHUYeCcKre acTeKThl MTOMOIIHU JAETSIM U B3POCIBIM, CTPAIAIOIIUM MYKOBHCITI030M» (Ha

aHIJI. SI3BIKE) MPOIIIA aCTIUPAHT OTAEIEHUS MyJIbMOHOI0oruu U ajueproiaorun ®I'AY HI3 /]
M3 P® Coxkonos Hna.

5. Ilopnepxka HAy4YHO-UCCJIEI0BATEILCKUX MporpamMm. 1 deppansa 2017 r.

OOBSBIICH MTPUEM 3aBOK Ha KOHKYPC HAYYHBIX IPOSKTOB M ITyOJIMKAITUH, TTOCBSIIIIEHHBIX
MYKOBUCITHI03y. B aBrycre ObUTH MO/IBEICHBI UTOTH KOHKYPCA: TTOOSTUTEISIMU B
HOMUHanWu "Hay4dHble CTaTbu U AUCCEPTALMU" CTAIM YETBEPO YEIOBEK, B HOMUHALIUU
"HayuHo-uccnenoBaTenbCKUe MIPOEKThI" OHA U3 3aIBOK ObLJIa PEKOMEH0BaHa K 10padoTKe
JUIS1 IOBTOPHOT'O PACCMOTPEHUS KOHKYPCHOM KOMHUCCHEM.

6. Undo-MB. B suBape Obina uznana 6pomrropa "KuHesnrepanus npu MyKOBHUCITHIO3€:
Jlens 3a tHeM". B ampene ObL1 M31aH_KOHCEHCYC T10 JICYEHUI0 MUKOOAKTEpHO3a y
nanreHToB ¢ MB - nmepeBoJ cormacoBaHHbBIX peKOMEHAAINN AMEPUKAHCKOTO U
EBpormeiickoro ¢ponna MB Ha pycckom si3pike. B MapTe-Mae muia pacchliika KHUT O JICYCHUU
MYKOBUCITH103a, W3IaHHbIX (hoHa0M "OcTpoBa, B KpyITHEHIITHE HAydYHbIE OMOITNOTEKH
peruonoB Poccun. ITpu yyactun b® "OctpoBa" B anpese O0bu1 u31aH HarmoHanbHbII
KOHCEHCYC 10 MYKOBUCIIHI03Y. Takxke B anpesie (OHI mepeBes Ha PYCCKUM SI3bIK U U3/1a B
JIEKTPOHHOM Buje KHUTY "JIbsiBonbckuit TeH" nmpodeccopa bapyxa Mopuca Accasis. B
utose GOH/I U3 IEPEBOJT Ha PYCCKUH S3bIK KOHCEHCYCa 0 MUTAHUIO IPU MYKOBHCITHJIO3€,
a B OKTSIOpE BBIMTYIICH JIOTIOJHUTEIBHBIN THPAX KOHCEHCYca B UepHO-0eoM popmate s
ponuteneit narmeHToB ¢ MB. B Hosi6pe OnbmmoTexka @oHma MOMOTHIIACH KHUTON
«MyxkoBucimao3s. JlaBaiite oocynum BMecte» (4acthb 1 «llepBbie Tobl )KM3HU U MIKOJIbHBIN
BO3pacT»), Opormrropa ObuTa HanKrcaHa u u3Aana B Mtanuu u nepeBefieHa Ha PyCCKUMA S3BIK.

7. Tpancmiianrauus. 4 suBaps 2017 rona 8 HUW Cxopoit nomomu um. H.B.
CximdocoBcKoro ObUTa YCIENTHO MPOBEACHA OTepalus Mo mepecaake Jerkux [ ammHe
BbouapaukoBoii (26 er), KoTopyio (POH MOAAEPKUBAT B TCUCHUES TPEX MECAIICB, TTOCTABIISS
crieruanbHOe JeueOHOe MUTaHUE U 000pyaoBaHue aJisi ero BBeaeHus. C sSHBaps MO aBTyCT
y4acTHHKamu rporpammsl "' Tpancrantanus’ cranu 9 yenosek: ['opuiennna Kcenus,
®epenne Anekcauap, lllaranun Bnagumup, CuntokoB Aptem, Kimrocko AuTton, PeGpukos
Henuc, boponuna fna, Uynun EBrennii, bocak FOnus. 28 anpens yyacTHUKY NpOrpaMMbl
Anekcauapy depeHiieBy Oblia BEIIIOJIHEHA ONEpaIus 10 Iepecajke Jerkux. B Hagane
nexabps 2017 roga ygactrurie mporpammsel « Tpancrutanranus» EpmakoBoit Exatepune (34
rona) B ®I'bY «DenepanbHblii HAYYHBIN [IEHTP TPAHCIUIAHTOJIIOIMU U UCKYCCTBEHHBIX
opranoB uMmeHH akagemuka B.U. [llymakoBa» Oblia yCTIEIHO MPOBEIEHA OTIEPAIUs 110
nepecanke serkux. Ha xorer; 2017 roga yuacTHUKaMu porpaMMbl ObUTH 16 4enoBex,
OKUJAIOIINX ONEPALUIO 10 TPAHCIUIAHTALINY JIETKUX, U 4 4eJIOBeKa, KOTOPbIX DOHT
MOAJAEP>KUBAET MOCJIE ONEPALIVH.

8. [Icuxonornyeckue KOHCYJAbTAIUM I ceMeii U manueHToB. [IpodeccrnonanbHbIM
TICUXOJIOT TIPOJIOJIKAET MPOBOAUTEH UHANBU Ty JIbHbIE KOHCYJIBTAIUH JJIs1 OOTBHBIX
MYKOBUCITUI030M U uX ceMeld B CankT-IleTepOypre. 28 uroHs mporien BeOUHap Ha TEMY
"Kak nmepexuth cMepTh 0Jim3Kkoro genoBeka?". BebuHap ObLI OATOTOBICH MEIUITUHCKUM
ncuxosioroMm Omnbroii [lomeraeBoi, IMEIOMIMI MHOTOJICTHUH ONBIT paOOTHI C JIFOJABMU B
KPU3HUCHBIX cocTosiHUAX. C AHBaps MO IeKa0ph 3a MCUXOJIOTHYECKON MOMOIIbIO 00PaTUIIUCh
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16 cemeii. B Cankr-IletepOypre coctossiock 6 BCTped IpynIibl ICUXOJIOTMYECKON
MOJIJIEPKKHU.

9. Kondepenunu. 19-20 mas 2017 r. B Cankr-Iletepoypr cocrosutace VIII exxeromnas
CeBepo-3amnagHas ¢ MeKIyHAPOIHBIM y9aCTUEM HAYYHO-IIPAKTUYECKass KOHPEPECHITHS
"IIpakTuka neuenus mykoBucuuaos3a". Kordepenmuro nocerwnn mopsaka 200 yenoBex u3
60 pernoHOB cTpaHbl. 26 uioHs mponuta [I mexpernonanbHas onnaitH-koHbepeHus «Toru
40 netHeil pabOTHI €BpOIECKOro o0IIecTBa MyKoBUcnao3a. [lepconanusupoBannas
MEJIMIIMHA - 11eJ1b OyAy1iero» mno uroram 40 KoHrpecca eBponeickoro o0IecTna mno
MYKOBUCIIA03Y. TpaHCsaIus KOHGEPEHIIUN TPOXOIUIIA TIPH MOACPIKKE
bnarorBoputensroro ¢ponaa "Octposa". 27-28 Hos10ps B pamkax EBpomneiickoit Henenu
mykoBuciuao3a B Mockse npomia VII Beepoccutickas Kondepenius manmueHTcKux
opraHuzanuii: «Pemienue akTyaabHbIX IpOOJIEM MALMEHTOB C MyKOBUCIIUA030M B Poccumy.
B MeponpusaTuun npuHsim yyactue perunoHanbublie npeacrasurenn MOO «Ilomomnps
OOJBHBIM MYKOBHCIIHI030M», TIPEICTABUTEIIN MAIMEHTCKUX OpTaHU3AIHHA, 3aHUMAIOIAXCS
npobieMamMu MyKOBUCITH103a U3 CyObekToB PD, nmpeacTaBuTenu npopuiIbHIX MUHACTEPCTB
Y BEJIOMCTB, MAaMEeHTHI U uX ponutenu. Beero B Kondepennuu npunsum ydactue 6omnee 70
yesnoBeK. OpraHuzaTopaMu BeICTyNWIN MeXpernoHaibHasi 001IeCTBEHHAs] OpraHu3anus
«IToMomnts 60TBPHBIM MYKOBHCIIHI030M» U biarorBoputenbHbiit (oHa «OcTpoBay.

11. Ilomowb (penepanbHbIM U pernoHaJbHBIM LlenTpam MmykoBucumnao3a. [1o npocsde
noktopoB HII3JI PAMH P® (MockBa) @oHa oka3aj MOMOIIIb B MOKYIIKE J€4eOHOro
MUTAHUS 1JI I€TeH ¢ MyKOBUCLHI030M U3 PErMOHOB Poccuu, KOTOpBIM Oblla yCTaHOBJIEHA
racTpocTOMa JiJisi KOPPEKIMU HyTpUTUBHOIO ctaryca. Jis LlenTpoB MykoBucuio3a
XMAO-KOrpsi (r. HuxxneBapToBck U r. Hirans) orsiaueHa TpaHCIIOPTUPOBKa OHomMaTtepuaa
NAlUEeHTOB B OakTepuonoruyeckyto gadoparoputo Knuauk ®I'bOY BO CamI' MY
Munsapasa Poccuu (r. Camapa).

12. Ilomomb MeauUMHCKUM Yupe:kaeHusaM B r. Cankt-Ilerepoypre. B dheBpaie-anpene B
IenTtpe naTercuBHOM myasMoHomoruu ['MIIb Ne2 Gbuta mpoBeeHa 3aMeHa KHCIOPOIHOTO
obopyaoBaHus B 4-x nanarax. B redenue roaa pis JIOP-kabuHeTa TOpakaabHOT'O OTACICHUS
I'MIIb Ne2 npuobpereno JIOP-o0opynoBanue, 6arogapsi KOTOpOMY B3pOCIBIM MallieHTaM
¢ MB 6yayT npoBoauTh Mukpoxupyprudeckue JIOP-oneparuu. s Jlerckoro neHTpa
mykoBuciugo3a 'bY3 JII'b Cearoit Onbru npuodpeteHa MmeOemnp 1jisi HOBOro OOKca U
OIJIa4YeH YIbTPa3BYKOBOU criuporpad s uccleqoBaHus (YHKIIMA BHEITHETO JTBIXaHUS Y
JETeN C 2-X JeT.

bJyarorBopure/ibHble MEPONIPUSITHS:

27 deBpans B Cankr-IleTepOypre cocTosisicss €MTMHCTBEHHBIN TToka3 onepsl "[laps Daun" B
MOJJIEPKKY OOJBHBIX MYKOBUCIU1030M. Oprann3aTopoM TaHHOTO MEPOMPHUSITUS BHICTYITUI
donn "OctpoBa". B pamkax omepsl Obu10 coOpano 6onee 1,5 muH. pyOieit, KoTopbie
HATIPABJICHBI HA PEATU3AINIO OJIATOTBOPUTETHHBIX TTporpamMm G oHa.

3 cents16ps no npuriameHuto Komurera kynbrypsl Cankr-IlerepOypra Ham @oHJ B UuCie
TPEX CAaHKT-METePOYPrcKUX OJIArOTBOPUTENBHBIX OPTaHU3ALNI TPUHSI y4yacTHe B OOJbIIOM
ropojackoM coowsiTuu "byas ¢ roponoM!" Ha JIBOp110BO# TUI0IAIU, TPUYPOUYEHHOM K
MexyHapoIHOMY JHIO OJIarOTBOPUTEIHHOCTH.



