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OcTtpoBa

bnaroTBopuTeNbHbLIN
hoHA

BoamoxxHocTu BP «OcTtpoBa» agnn
NoAAepPXXKMU perMoHaibHbIX OpraHmM3ayun

Onvea binaesa, pykosodumesib Npo2pamm




[Ilporpammbl poHAA
1. lHloneHoBCKas

BpemMus
KuHesstTepanua

2 5BpYaTHE?

5. Hayka
6. KOH(;)epeHLWIVI

UHdbohMMEILL NaLNEeHTCKUM

9. opraHusauusam
TpaHckhaHTauun
—Henxonornsa




Noaaep>XKa NaLMeHTCKUX OpraHn3aumm

NMomowb B pernctpaumnm HKO, ecam ato TpebyeTcs
MHULLMATUBHOM rpynne.

¢ KoHcynbTauum no topmngmnyeckum Bonpocam m byxyuery.

Ob6pa3subl U IpUMepbl 0KYMEHTOB: 40r0OBOPbI-NOXEPTBOBAHMS,
A0roBopbl ¢ 406poBOAbLLAMU, 4OrOBOPbLI MOAPSAAQ, OPOPMAEHUS
cbopa NoxxepTBOBaHWUM Yepes KOMUIKU U T.4,.

¢ [Mlncbma, xoaaTancTea, 3anpockl, obpaweHms.

¢ YyacTume B nporpammax ¢oHaa.




Noaaep>XKa NaLMeHTCKUX OpraHn3aumm

“ PerynapHble pacxoapbi:
3apn.aaTta pykoBoauTento, byxrantepy;

ConyTcTBYylOLWME pacxoabl (MMcbMa, baaHkw,
KaHLenapud, cCoToBas CBA3b).

“ B opraHusaymum meponpmuatmnm:
TpaHcdep 13 asponopTa ANS 40KNALUYNKOB;
ApeHAa 3a/10B;

Top>ecTBeHHbIe Y>XXWHbl TOJIbKO 33 CYET CMOHCOPOB.




E>xeroaHbl KOHKYpC «LlloneHOBCKas npemus»,
npuem 3aaBOK OTKpPbIBaeTCs B Mae

Mlgr HabaogaeM 3a XXU3HbIO U JIMYHBIMU
ycnexamm JeTeun U B3pOC/ibIX.

HepaBHOAYLWIH

bie KypHanuc
CTtypeHT ol

bl

C 2016 1. POHZ BbINNQAYMBAET CTUMNEHANIO A5 10 CTyAeHTOB BY30B B
pa3mepe 5000 pyb./mec.
Kputepuu otbopa: rog obyyeHus n cpok nogaum 3asBKMU.







KnHesutepanusa

O6yuyeHue

MeAcecTep 1 Bpayeu

OTkpbiTHE KabuHeTa

* Ha otaeneHum ecTb
CTaBKa M BO3MOXHOCTb
paboTbl cneymanmcTa

* Jltoboe Kom4ecTBO
NaLMeHTOB B PermoHe

* Ha oTaesieHnnM eCTb CTaBKa U

BO3MOXHOCTb paboThl
cneumanncTa

* B pernoHe npoxunsaer
6o/blue 30 NaUNeHTOB

* BO3MOXHOCTb
COPUHAHCMPOBAHMSA CO
CTOPOHbI YYpexXaeHuns




NHuumnatmsa e,
a

C MoMoLLb B TPOBEAEHUN PervoHabHbIX LWKOJ, | «TO &
CEMMHAPOB, Bble3HbIX KOHCYNbTALUN U KOHEPEHLUN.

Q [ybanyHas geatenpHocTb, PR 1 paHapan3uvHr:
KOHCYAbTaLWnN, NHPOPMALLMOHHbIE MAaTEpPUabI,
dMHaAHCOBaA NOAAEPXKa.

Q JTiobble naen v npeasioxeHus ot Bac v Bpauen,
Ha 6.1aro NnauueHToB...

«4Ymo makoe uHuyuamusa?
HYenosek denaem mo, Ymo HyucHO, xoms e2o 06 amom He npocsamy» - Xabbapd 3.




KoHkypc «MHULMaTnBa»
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Mpuem 3aaBOK: KOHKYPC ByaeT OTKPbLIT 3MMOM 2018 I. U B TEYEHUE
roaa

Bcerga ecTb BO3MOXHOCTb KOHCYbTaumn O yyacTms B KOHKYpCe.

[Ansa yyacTeytowmx 2 n bonee pasa — COOMHaAHCMPOBAHME C UX CTOPOHBDI.




Bo3mMoXXHOCTb cbopa sms-noXxepTBoBaHUMN

KopoTkuit Homep 3434 «BAOX»

Ornpass OCTPOBA
U CYMMY MOXKepPTBOBaHMUS « M B »

yepe3 npobeJ

(Hanpumep: Ocmposa 100)

Ha KOpOTKUM HoMep 3434

MMOMOTH 60JIbHBIM MYKOBHUCI[H/1030M!




O6yueHue Bpauen

KoHKypc 2017,
Paccbinka nunpopmauymm B MmMH3ApaBbl U
BeAyLime MeJ.yupexaeHunsa no 60-Tn permoHam.

1. CTaxmnposku Ha pabouem mecTe (Mck, C-I16).
2. Kypcbl noBbiweHMs KBaanpumkawmm:

o[leanaTtpus;
[lnTaHune geten c MB (racTpoaHT,, ,a,meTonorMﬂ)
ebakTepuonorung;
e KnHesntepanumg;




NHpopmaumn

N3pnaHune KHUTM n 6poLuop Ansa AOKTOPOB, NaLUMEHTOB U UX POACTBEHHUKOB, CbeMKa BUOEO-
domnbmoB. Bce nsgaHma pacnpoctpaHsatoTca 6ecnnaTtHo.

MnTanne HeSynafaepnan Tepania
NPy MyKOBHCUM NpM MYKOBHMCUMAO3E

A. K. Oputon, E. L. Tuiona

NMPAKTHKA COBPEMEHHOI
WNTAISIIAOHHON TEPAITHH

Camer-Tlerepiypr /
s

EBPOIEVCKOE OBLLECTBO MYKOBUCLIMIIO3A
(EUROPEAN CYSTIC FIBROSIS SOCIETY)

JJ,OJ'II'AFI )HI/IBHI:

2 Mopa 3a cron!

MpaBunbHoe nuUTaHue
npy MyKoBUCUMAO3E

MEAULIMHCKUE

BOINPOCHI
2 o IR

OB/ EMEE NOAPOCTHOB

SOHDHHI(

8}

H3Hb C JIYKACOM

PebeHoK, BbIpociUMiA € MyKOBMCLINA030M

KHura nepeseqieHa v usfaHa
BraroteopuTenbHbiM GoHAOM «OcTpoBa» Octpoea
Www.ostrovaru.com

4 M:mauu Bnarmsopurenbuu % e
3 90

Kuura nepesegena v usnana

" A Wapatio bnar S n ereptye
MrasT HonoM «OcTposa: Ocrpoaa ¥ ) (B > BnarotsoputensHsM poHaom «Octposan




Kak MOXXHO Mcno/sib3oBaTb MaTepuabl?

@ [logennTbca c poauTensamu.

<o [lepeaatb gokTopam: B cTaumnoHape (LleHTpe A
>—" MB), B rOpOACKNX N PANOHHbIX MOJUKIMHUKAX, e A
AETCKOM CaZly UK LWKOAe Mes,.paboTHUKY.

U :BNOXUTb KOHTAKTbI MALMEHTCKOMN OPraHM3aLnin. [l y
- [HV3Hb C JIVKACOM

[ LM € MYMDBCUM A0

Myxkorucunnos: 6oresnnp,
AedeHHe, HaJerKabl

@ [lepeaaTb BOCNMTATENISIM B 4E€TCKOM CaAy U
yuynTento.

et

o\ Moaenntbcs Ha BcTpeyvax ¢ Komutetom
34,PaBOOXPAHEHMUS.




NHpopmaLumsa o CKpUHUHIe ANS FTeHETUKOB
N reHeTUYeCKnX LLeHTPOB

KAKOEJIEYEHME NOCTYIIHO
JJIA AETEM C MYKOBHUCLIMAO30M

CoBpemeHHas MeAULMHA He MOXeT MOJHOCTLIO
W3/1e4nBaTb MYKOBMCLMAO3, OLHAKO, HaYaslo Jie-
YeHMA H3 PAHHEN CTagMK, A0 NOABEHNSA NEPBbIX
cMMnToOMOB 3360!'IEBHHVIH, nossonaeT 6oMbLINH-
CTBY MALMEHTOB HE TOJIbKO BECTW aKTUBHbIN 06pa3
3KM3HW, HO W 3HAYNTENIbHO YBEMUMBATH €e Mpo-
AOJIKUTE/IbHOCTD, B HacTosLee BpeMs NpoXoasT
MHOFOYMC/IEHHbIE  K/IMHWYECKME UCC/Ie[0BaHNSA
NpenapaTtos, KOTOpble BANSIOT He TONIbKO Ha CUM-
NTOMbl 3360/1€BaHUSA, HO U MO3BOAKIOT MCMPaB-
AT HENOCPEACTBEHHO reHeTUYeCKNi iedeKT.

BAIIX 5MOLWN 1 YYBCTBA

Koraa Bam coobLialoT o pesysibTaTax nofoxuTe N b-
HOTO HEOHATaNIbHOro CKPUHMHIA, Bbl MoXeTe uc-
NbITaTb NOTPACEHWE, CTPAX, HeBepHe U rHes. Bee
3TN UyBCTBA €CTECTBEHHbI W UX MCMbITbIBAKOT
MHOTMe PoANTeNn B NoAoBHbIX cUTyauuax. Mom-
HWTe, YTO eLle AOCTOBEPHO HeM3BecTHO GoneH nn
Balu pe6eHOK MyKOBHCLMA030M.

B nto6omM cayuae, y Bac BCeraa ectb BO3MOXHOCTb
06cyaunTb Balum nepexxmMBaHuns v 3a4aTb Baiwm son-
pOCbl Ha MpUeMe y Bpaya Ha MPOTAXEHWU BCeX
3Tanos 06C/1e10BaHNA 1 MOCIE ero OKOHYaHUA.

'BY3 TO«[epyHaTaNbHBIN LIEHTPY
(r. TiomeHb)

f. TioMeHb, yn: flaygensHas, a.1
OTfAENIEHVIE MENKO-TEHETUYECKOLO.
KOHGY/bTVIPOBaHUs
3aBeyloLLas oTaeseHieM, Bpai-1EHETUK
Muxanbuyk BaneHtnHa BaagmmnpoBHa
Ten. (83452) 45-40-67.

ObluecTBEHHasA opraHy3at|ia
“TIoMeHCKOe pernoHanbHoe 061ecTBo
VHBANVAOB 1 60NBHBIX.MYKOBYIELN030M"
Tpynna B'KoHTakTe https://vk.com/mvhelp,
TenedoH. 89068220095,
e-mail: MV-Tumen@mail.ru
PykoBoautenb:

TpexneboBa BNKTopwA BUKTopoBHa

A
OcTpoBa

fraroro:
i

M3 aaHo Npy noanepxke
BaroTBOpUTE/ILHOIO ¢0H,C|,a
«OcTpoBa»

www.ostrovaru.com

IMOJO3PEHUE
HA MYKOBHUCIIWJIO3

Ymo makoe HeoOHamMAanbHblil
CKPUHUNE U YMO OH 3HAYUM
0nst moeeo pebenka

EBpobykner

C MHPOpPMaALMEN O
npoueAaype CKPUHUHTQ,
KOHTaKTaMM FreHETUYECKOro
LeHTpa, ueHTpa MB u
NaLMeHTCKOW OpraHm3aLmu.




MYKOBUCLIM/I03 [

Odno u3 Hauboaee ¥acmo GCMPeMaOuUXca Haciedcmeennax 3aboesaniil,
Ha 8- 10 muicay HoBOpoNCOSHNNX 8 HaWen Cmpane npuxodumcs

JTUATHOCTUKA 00un peBenox, GotsHol MyKOSUCKUDO3OM.

CHMITTOMB, TIPM KOTOPMX BIPAM
.t SNLLGAN0M MOKET HAJIANMIT L OBCAEITOBAHMI
MOMMO VIHATY Ha GRITAX HA MYKOBHOCUMIOS

www. mukoviscidoz, ong 1. acrme 308 HOR CHACTEMBE FHEMORIN,
mmmmmw

wWWw. osirovars.com

www.sphmuk.ru 2. NpoGnesss 8 PIGOTE NSEIAMTENHON OACTEMML
NOCTOM L JIN0OSE, BITYTWE MABOTA, HOML, NAGRORA
ANNETAT, NACKAS NEPERIVHAISMOCTE Mvespe,

3. Orcrannme s pece i pocTe, Suowecxan caadocTs,
GASAHOCTE, MINOIUIVORHIC TH.

4. DODMMDORMME NAMLES B IANE T WA BIevaX
SEA0AGMMME NANCHENS, HOTTER B IS “ACOMX CTERON,

RHINHOCTIRY — HEOHATASIEHEI CHEMMIAT — QA8 BusaIems name
DA 3I6ONSEINAR, B UHCAE NOTODLN HINONTCR 1 My HOBROIARDD.
WCCACADBINNE NDOBOSATCR § NEDELAE Spat MIHH MO KIS KPOIN, s
- * OISO,

urmoumum FIOMCORATE Al HEOHTTA S CHDUNIA ndanscndd WO AP HISTS

s CAMIND NEM HIMANE AZEKAITHOND Pammseset 1) DIHHED CTAM
mmuom-n.-t W'm CYIPCTRERMD FBTHITh NPOMTSMATEANHOCTS W Y IYMLLATY. K TR

s %o Y CAUARDIOM,

€ 2006 rona 8 POCCHA BOE HOBODOMSENHAE NDONDAST 0GEIATE YO ﬂELIEHHE

OOH0EHMM TRCTOM 3 SAVMING MyKOSRCUANOR SameTon (107 OiAl

TIPOLA, D10 HIMHMOET BDIH-TEHETHS 1M B0M-00amaTR, Y Somna N ernie I CHIETTR B Ene ey AN depasenron,
mmmw

Wmu-apmlm

AINOCTYNE Mwmmuww
ONOMIVETCR T EHETHMHECKOE MOCNENOOANVE, o O sOT0PX0 W ACAITE SOMINEHT COELALIMHL yTIDS A AN e

CODEAEATOTIR CAVIAC HICTAIE [ENETINECHME KOMEEI I, XADAXTERMME mmmwmmmmum
ANR M ROERCARO. o ™S8 e

AHATHOCTHMKA H JIEYEHHE /ll:.‘.hllij"d!l‘1'\!'\!| X ;;l :ﬁﬁloll‘ '1“"II g :‘1-1\ [BOPITEALNOTO

MYKOBHCLUHIO3A CAMKT-IETEPEYPIA ) C MY KOS
B CAHKT-TIETEPBYPIE .

SO O TMOIN,







KoHpepeHLUN

Ana pokTopos AAnsa coobwecTtBa
‘ noaunTeneun

18-19 mad 2018 T.
Xl exxerogHasa CeBepo-3anagHas C
MeXJYHapOoAHbIM y4acTuem

Hay4YHO-MNpaKTUYeCcKasa KOHPepeHLnm
no MYKOBNCUMNAO3Y

OceHb
ExxerogHble WKOMbI AN MALUEHTCKMX
opraHmsayum coemectHo ¢ MOO
«Momouwb 601bHbIM MB»




[lomoLb pernoHam

B paMKax nporpaMmmbil Onnata cekBeHMpPOBaHUA

reHa CTRF
«Hayka»
1. B cnyvanx, korga BaxHo

YTOYHUTb ANATHO3 UM B Cay4vae
NJQHMPOBAHNA CEMbMU;

1.HeTybepkynesHoie MmkobakTepun,
2018 I. (BO3MOXHOCTb OTNPaBUTb

obpa3Lbl MOKPOTbI), COBMECTHO C
CamIMY; 2. XoAaTaucTBO OT BpPayy;

3. [lpuycnosumn
COPMHAHCMPOBAHMNA CO CTOPOHDI
NaLMeHTOB.




TpaHcnnaHTauUA

[Tomowb nrogsam,
OXuparlwmum nepecanky

nérm‘
Hacochl

IleyeOHOE
nuTaHue

18 ‘-IeYOBeK

ao
onepauum
n
15 yenoBek
NOCHE

ans

racTpoCTOMbI
M yCTpOMNCTBA

BBeOAeHusA
NMUTaHUA

mapm 20142.

Ha4vano mas 20142.

NMomouwb
AG}R bHU I‘qw
CaHkr-leTepOypr MockBa
NOMOLLb MEeAULUHCKUM NG TR
yypexaeHnam KBanudukaumm
B OCBOEHUM onepauum XUPYProB U
Nno TpaHcnJsaHTauuu nysibMOHOSOroB
Nnerkux B 3arpaHnU4HbIX
(TMMNB Ne2 n MCN6rMY um. LueHTpax
MNaBnoBa) TpaHCcNMaHTauuum

(Fepmanunga, ABctpus)

' Bpayen- ‘

TpaHCNJIaHTONoroB
BOCCTaHOBINEHUSA B eBPOnenckKux
naLuueHToB LeHTpax

\_ (PpaHuus, l'epmaHus, /
BenukobpuTtaHuma)




[Tcnxonorusa

1. BcTpeyun c naymeHTamMmum n nx

POOCTBEHHUKAMMU
« B cTaunoHape geTckoun u B3pocrion 6orbHUL
« B koHcynsTaumMoHHOM KabuHeTe

2. ['pynnbl ncmxonornyeckon nogaepKku (c
poauTenamum),

1 pa3 B Mecdu, 4o 5-15 yern.
3. [opnepka ons permoHoB B opraHmM3aLmnm

perynspHbIX KOHCYNbTaLUui.

CodurHaHcHpoBaHMe BO3MOXHOCTb Bble3gHOM
nekyuum

n 6eceqpbl B pamkax nporpammsl « AHMUMaTMBA»







