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IMoaun, ctpaparowme mykoBucumaosom (MB), yacto oTmeyaroT, 4To 6Gonb ABNsieTCA Npodrnemown,
npuunHAWwen crtpagaHma. Octpaa 60onb OObIYHO MMeeT YeTKUW UCTOYHUK U npeaBuauMoe
3aBepleHme. OHa MoOXeT ObITb cneacTBUEeM MOBpPeXAeHUA, cBA3aHHoro ¢ MB, Takoro kak
TpaBMa pebep, Bbi3BaHHasA CUJIbHbIM KaluneM, U HapyLlleHUs, He MMelLLero OTHOLWEeHUsA K
OCHOBHOMY 3a00ieBaHUI0, KaK, Hanpumep, MUrpeHb UNKn ocTtpas 605ib B HUXKHEWN 4YaCTU CMUHDbI.
OcTpas 6onb Takke BO3HMKaeT nocre onepauum unum gpyrmx MeAUUMHCKAX BMeLaTenbCTB.

Y nogen, ctpagatowmnx MB, Takke MOXeT UMETb MECTO
XpoHu4yeckas 601b, KOTopasi 4acTo BO30OHOBNAETCA Unn
SIBNSAETCS MOCTOSIHHOM B TeYEHMEe MecsaueB unm Goree.
XpoHuyeckast 605b MOXeT ObITb cBsidaHa ¢ MB vnu ¢ oTaenbHbIM
COCTOSIHMEM, TaKUM Kak pmbpommanrms.

KakoBbl HEKOTOPbIE NPUYUHLI 6onu npu MB?

OcTpast unm xpoHuyeckast 6osb MOXeT BblTb HEMOCPEACTBEHHO
cBsA3aHa C BnusiHMeM, kotopoe MB okasbiBaeT Ha MHOTME OpraHbl
B OpraHusme, Hanpumep:

* MopaxeHne nasyx npy MB MOXeT BbI3blBaTb rOfIOBHYH 00Mb
unv 6onb B rnasy unm yxe.

¢ lMopaxeHwue nerknx npn MB ¢ kalwnem n yyalleHHbIM
OblXaHWeM MOXeT 00yCrnoBnMBaTh Harpy3Ky Ha CTEHKY rpyaHOW
KINeTKM 1 Bbi3biBaTb 60Mb B rpyAn UNn CnvHe.

* [MopakeHune Xenyao4HO-KULLIEYHOro TPaKTa — Xen4yHoro
ny3bIps, NeYEHN, NOPKENYA0YHO Kenesbl UMW KULLIEeYHUKa —
npu MB MOXeT NpMBOAUTb K pasHbIM Tunam Gonu.

* XpoHuyeckoe BocnaneHue npu MB mMoxeT npueBoauTb kK 60nmn B
cycTaBax pyK UM Hor.

MoTeHumManbHble NPOGneMbI, Bbl3BaHHbIE
XPOHUYECKOMN BONbIO

BHe 3aBncUMOCTH OT TOro, HEMOCPEACTBEHHO N CBA3aHa
XpoHuyeckas 6onb ¢ MB — dakTnyeckun, nMeeTcs N kKakon-nnmbo
[OmarHos, KOTopbli 0ObACHAET, NoYemMy 6onb ABNAETCS Takon
CTOMKOM — OHa MOXET HapyLlaTb Balle (on3nyeckoe un
3MOLMOHarNbHOE COCTOsIHME, NOBCEAHEBHOE (PYHKLNOHUPOBaHWE
N Ka4eCTBO XU3HW. Y HEKOTOPbLIX N0AEN BO3HMKAET
OenpeccrBHOE NNW TPEBOXXHOE HACTPOEHNE UMW HapPYLLEHUS CHa.
HekoTopble yMeHbLIAT CBOK (hM3NYECKYHO aKTUBHOCTb,

cnabes usnyeckn. MIaMeHeHnst HacTpoeHus 1 usndeckne
orpaHu4eHnst MoryT NPUBOAUTL K YCUMEHWUIO BOMK NPU ABUKEHUN
UMK yNpaxHEHUAX, MeHbLLEMY COLManbsHOMY B3aMMOENCTBIIO U
TPYAHOCTAM yxoZa 3a coboi. MoXeT CHKaTbCA xenaHue genartb
neveGHble npoleaypbl no nosogy MB, Takue kak ouuLieHne
AblXaTenbHbIX NyTei. AT NOCNeACTBUA MOryT Co3faBaTb TPYAHOCTU
npu paboTe, NOCELLEHNN LLKOSIbI, UTPe UMW BbINOSTHEHWUU APYTUX
BWOOB [EATENLHOCTM, BaXHbIX AN Bac. XpoHudeckas 60mnb 06bI4YHO
TpebyeT fneyeHunsi, CKOHLLEHTPUPOBAHHOIO KOHKPETHO Ha 6o 1
BMUSIHUM, KOTOPOE OHAa OKa3blBaeT Ha Bac M Bally CEMbHO.

Ecnn Bo3HMkaeT 6ornb, YTO MHEe aenatb?

Ecnn Bbl ucnbiTbiBaeTE HOBBIM UMM HE3HAKOMbI TUM OCTPON 6Gonwu,
unu ecnv 6onb He NPOXOAWT, NEPBLIM LLATOM SIBIISIETCS pa3roBoOp CO
cneuuanuctamu no MB, okasbiBaloLWUMM BaM NOMOLLb.

JleyeHue Bcerga AOMKHO GbITb OCHOBAHO Ha TLWATENbHON OLIEHKE.
Bbl OMmKHBI ObITE FOTOBBI K TOMY, YTOObI NoApo6HO onucaTtb 6orb,
BKIHOYas ee BNUSIHNE Ha Balle HAcTPoeHne U DYHKLMOHMPOBaHUE, U
nepeyvncnuTb neyebHble cpeacTBa, KOTopble Bbl NpoboBanu

(cm. PykoBOACTBO MO caMoOLieHKe). B HeEKOTOpLIX criyyasix koMaHaa
cneunanucToB no MB, okasbiBatoLLlasi BamMm NMOMOLLb, MOMPOCUT
BbIMOMHUTb UCCIEeA0BaHUS C LieNblo onpeaenuTb Npuy4nHy 6onm B
Hagexnae, YTo fieyeHne NpPUYnHbLI ocnabut 6orb.
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PykoBoOCTBO N0 camooLeHKe

1. Cnegute 3a kapTUHOW ©OMKM C NOMOLLbIO AHEBHMKA. MOMEHTHI,

KOTOpPbIE HY>KHO NPOCNeauUTb, BKIKOYAtOT criefyoLme:

* Jlokanuaauusa 6onu.

» Korga 6onb Bo3HuUkna? Kak gonro oHa npogormkanach?

» Bonb Bo3HMKMNa B NOKOe Uy Npu kKakon-nnbo
nesTenbHoOCTn?

» OnuwnTe 6ornb: ocTpas, Tynas, Xryyasi, nynbCcupytoLlas.

* OueHute 6onb no wkane ot 0 (6onu HeT) oo 10 (Hambonee
MHTEHCcUBHas 60mb).

Bonu YmepeHHas Hau6onee
HeT 6onb MHTEHCMBHas 6onb

* Y10 obneryaet 60onb?

* Y10 ycunueaet 60nb?

e

2. ObcyauTe 31O € KOMaHaou cneumnanvcTos no MB,

3. HemeaneHHo obpaTtuteck k crneuumanuctam no MB,

=,

- Kakne nekapcTtea unm ctpaTterMm Bbl UCMOSb30Banu ans
CHATUS1 6O, U MOMOINN NN OHU?

* HapywaeTt nu 6onb Bawwy xu13Hb? MelwlaeT nu oHa caenatb
TO, YTO Bbl NNIaHMpoBanu? BnusaeTt nv oHa Ha Bally CeMbto
nnn 6nmnsknx?

» KakoBbl Baluy oXngaHus ot neveHuns 6onm? Yrto B Bawen
JKWU3HN N3MEHMUNOCH Obl, ecrnn 6bl 60Mb 3HAYUTENBHO
yMeHbLUMnach?

OKa3blBaKLLMX BaM MOMOLLb, C Lierblo onpeaennrb
AanbHenwunn nnad gencteuin. OHKM oueHAT, TpebyeTca Ny Bam
CpOYHOE Unun nnaHoBoe obcrnegoBaHme.

OKasblBaloLLMM BaM MOMOLLb, eciniv 6orb yCUnmBaeTcs 1 He
KyrnupyeTcsi.
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Mpu oBpaLleHnn k cneumduyeckum nevyebHelM cpeacTBam oT
60N MMeeTcst MHOTO BapyaHTOB:

* CaMOKOHTpPONb MOXET ObITb NOME3HbIM Anst NPOCNeXnBaHNs
xapakTtepa 60nu Kak 4ns Bac, Tak U KOMaHAbl CreLmannucToB no
MB, okasbiBaoLMX BaM NOMOLLb, U 4S5 pacno3HaBaHWs TOro,
YTO YCUIMMBAET €€ M YTO YyMeHbLUAET. [1ns KOHTPONS Bbl MOXETE
ucnonb3oBaTb PykoBOOCTBO MO CAMOOLIEHKE.

* Cnocobbl caMONOMOLLM BKIOYAOT CTpaTerym penakcauum un
yrpaxHEeHUs1 ¢ rNyBoKMM ObIXaHUEM C Liefbio CHU3UTL
MbILLEYHOE HarnpshKeHne, yIyyliMTb HAaCcTPOeHMe 1 0cnabuTb
TpeBory. Takne MeToAbl MOryT COCcOOCTBOBaTb YMEHbLUEHUIO
6onu, ynyywieHuto obLiero 6rnarononyymns, U NOBbILLEHWNIO
YyBCTBa BnageHusi COG0M 1 KOHTPOIS CBOEro opraHmnsmMa.

* JleyeGHbIe cpeacTBa BKMHOYAT MHOMME NOAXOAbI, KOTOPbIE
MOTyT Ha3Ha4UTb crneumanucTel o MB, okasbiBatoLne Bam
romoLb, Hanbonee 4YacTo, NIeKapCTBEHHYH Tepanuio.

* McuxocoumarnbHble NOAX0AbI BKOYAOT MHOTOYMCIIEHHbIE
cTpaTternv ons yMeHblUEHWs cTpecca, YryylleHns HaBbIKOB
NPeoAONEeHNSA CNOXHOCTEN U MOBbILLEHNS CMOCOOHOCTU
[OBECTM O KOHLA CBOK AeATENbHOCTb.

* Mopaxoabl anbTepHAaTUBHOW MeAULMHbI COYETAOT
camonomMoLpb, NcUxocoumanbHble MeToabl U Ne4ebHble
cpeacrsa.

Yero s mory oxxuaatb, ecnv s IPUMEHSI0
BbICOKO3(hpeKkTUBHbIE MOayNATOpbl CFTR?

Mel ewe nsydyaem Bnvsiine mogynatropos CFTR Ha 6onb v apyrve
cumnToMbl. Bonb MoxeT ocnabHyTb B pesynbTaTte Ballero otsera
Ha nekapcTBeHHyto Tepanuio. Hanpumep, 60nb B rpyAHON KneTke 1
NEerknux MoOXeT YMEeHbLUUTLCHA NO NPUYMHE TOro, YTO Y Bac BO3HMKaeT
MeHbLLEe 000CTpeHnIn BCneacTBme npumeHennsa moaynatopa CFTR.
YnyulieHne coCTOSHNSA NasyX MOXET YMEHbLUUTb rofoBHble 60mun 1
60nb B 06nactu nasyx. Y HeKoTopbIX nogen HabnogatoTest
n3MeHeHuns B paboTe KMLeYHMKa, HACTPOEHNN U YPOBHE TPEBOTU.
Coobuante 060 BCcex M3MEHEHUsAX CBOEMY Bpady Ans onpeaeneHms
TOro, HeobxoAMMbl N Kakme-Nbo MoandmKaummn dapmakoTepanum.

Mpumepbl NevebHbIX cpeacTs, NPUMEHSIEMbIX AN
YMEHbLUEHMST OCTPOW UMK XpoHMYeckon 6onu npu MB

* McuxocoumnanbHblie NoaxoAbl UMEOT Lienbio cnocobeTBoBaThb
penakcauun. bonb MOXeT Bbl3biBaTb HaMNpsKeHne MbiLuLl. Slioau,
ucnblTbiBaoLWwme 60nb, MOTyT YAEPXKNBATL CBOE TEMO B
Heyno6HOM MOMoXeHUN ANs 3aLWThbl OT OLLyLLeHUs Gonu, aaxe
He 3ameyvas atoro. CTpecc 1 TpeBora Takke NpuBOAAT K
MbILLEYHOMY HanpsHKeHUo. [ByMS LUMPOKO UCMONb3yeMbiMU
rcMxocoumanbHeIMU NOAXoAaMU SABRSIIOTCA NaccMBHas U
nporpeccmBHas MellleyHas penakcauus. Cpeay MeToamnk
penakcauun, KoTopble NErko U3y4mTb, CyLLECTBYIOT ryGokoe
[OblXaHue ¥ ynpasnsemoe BooGpaxeHue.
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Cnocobbl penakcaumm

* Fny6okoe AbixaHue * YnpaBnsiemoe BooGpaxeHue

- YcTtpontech yao6Ho. - Hangute ans ce6s crnokonHoe MecTo.

- BooxHuTe yepes Hoc (Mnn poT, eCrn HOC 3arOXeH). - CrOKOWHO AbILLNTE — MeANEeHHO 1 ry6oKo.

- MonoxunTe pykn Ha X1BOT (He Ha rpyAb) 1 NOYYBCTBYNITE, - 3akponTe rMasa W npeactaBbTe  CMOKOWHYK  Unn
KaK pykn OCTOPOXXHO MOAHNMAIOTCS U ONyCKatoTCs. CYaCTMMBYK CLEHY, B KOTOPOW Bbl 4YyBCTByeTe cebs

- PaccnabbTe MbllLbl X1BOTA. paccnabneHHo u 6e3onacHo. MNoaknounTe 3BYKM, 3anaxum

- Jlenavite MeaneHHble, rMybokme BOOXN. M uBeTa.

- Korga Bbl 0CTOpPOXHO BbiAbIxaeTe, ocrnabbTe HanpsiKeHwe u - MoBTOpSIiTE 3TO KAXABINA AEHb B TEYEHNE 5 MUHYT.

MOYYBCTBYWMTE, Kak OHO YXOAMUT.

9 -

Takke MOXHO JIErko Hay4YMTbCsl METOAUKE NPOrPECCMBHOM MbILLEYHOWN penakcauun.

I'Iporpeccual-laﬂ Mblille4vYHadA pellakcauus

MporpeccuBHas MbleyHasi penakcaumsa BKITOYAET NOCTENEHHOE HanpshXXeHre 1 3atem paccriabneHne ogHon obnactv Tena B oauH
MOMEHT BPEMEHM, B KOHEYHOM UTOre obecneyrBas penakcaumo BceMmy Ballemy Teny. Cioga BXOAUT HanpsikeHWe rpymnn MbiLLL,
3aTeM CHATUE HanpshKeHUst U KOHLLEHTpaLUa Ha penakcaunm, KoTopyto Bbl UCTbITbiBaeTe. He cozpaBaiite HanpshkeHue 40 TOYKM
oLyuieHus 6onmn 1 6yabTe OCTOPOXHbLI MPU HANPsXKeHUW B 06nacTsX, rae Bbl MOXETE NonyynuTb TpaBMmy.

MoaroToBka: 4. MNpekpaTnTe HanpshXeHue n paccnabbTe MblLbI.

Hanpgute ynobHoe, cnokoHoe MecTo, rae Bac He OyayT

TPeBOXWTL B TedeHne 15-20 mHyT. [Nepen Havyanom BbINOMHEHUS

METOAMKM caabTe unu narre n yéegutech, YTO BaM MPUSATHO

Tenno; oaexaa AomkHa ObiTb KOMGOPTHOMN.

UHcTpyKumm:

1. B gaHHbIi MOMEHT BPEMEHU CKOHLIEHTPUPYWTE BHYMaHWe Ha
O[lHOW YacTu Tena.

2. CoenanTe BOOX NPV HanpshXeHUW MblLLIL, 9TOW YacTu Tena.

3. YoepxuvBanTe HanpskeHne B TedeHne 5-7 cekyHa.

5. CKOHUEHTPUPYMTECH Ha paccrnabneHumn Mol B
TeyeHne 10-20 cekyHA nepen nepexonom K
cnegyoLlen 4actu Tena.

6. Bbl MOXeTe HayaTb, Hanpsiras 1 paccnadnsas MblLLbl
nuua, 3aTem MbILULbI LWEeW 1 ropna, niey n CnuHbl,
PYK, KUCTEN, FPYAHON KNEeTKN, XnBoTa, 6eaep, Hor u,
HaKoHeL, CTor.

#
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* Noaxoabl Ha OCHOBE ABUXEHUSI MOTYT MOMOYb YMEHbLUNTb
CTPEcC 1 TPeBOry, Takke CnocobCTBYst (hU3NYECKOMY
300poBbH0. [pUMepkI BKMHOYAIOT MOry, CUNOBLIE YNPaXKHEHUS],
YNpPaXHEeHWs Ha PacTshKeHUe, aspobHble ynpaKHeHUs 1
dusmoTepanuto.

* KorHutuBHo-noBeaeH4eckasn tepanusa (KMNT) 6onum
npeacTaenset cobor MeToa ncuxorepanuu,
CKOHLIEHTPUPOBAHHBIN Ha pa3BUTUM N NPUMEHEHNW psaa
NPOBEPEHHbIX CTPaTEriA KynupoBaHusi 6onm B COTpyaHMYECTBe
C OCYLLeCTBNSAOWMM NOAAEPXKKY ncmxoTepanesTom. KMNT
MOXeT yMeHbLUaTb 6onb, AucTpecc u HebnaronpusTHoe
BNusiHMe 60nun Ha pasHble BUAbl 4eATENBHOCTU. DTO Takxke
BbICOKO3(h(PEKTUBHOE CPEACTBO JIeYEHMs Aenpeccum, TpeBOrm
1 HapyLUEHWI CHa, KOTOPbIE YaCcTO COMYTCTBYOT Gonu.

* JlekapcTBeHHble cpeAcTBa fie4eHUs 605U MHOTOUYNCTEHHBI.
3T cpeacTBa AOMKHbI ObiTe MHAVBMAYANWU3VPOBaHLI B
COOTBETCTBMM BaLLMMU NOTPEeBGHOCTAMU, U UX credyeT
KOHTPONMMpOBaTb B AMHAMUKE Ha NpegMeT 6e3onacHocTy 1
3P PEKTUBHOCTML.

- HekoTopble nekapcTBeHHbIE CpeacTBa Anst neveHns 6onu,
oTnyckaemble 6e3 peLienTa, BKNOYAT aLeTaMmHogeH
(TaineHon®) n HMBC (HecTepouaHble
NPOTUBOBOCMANUTENbHbIE NpenapaThbl, Takue Kak
noynpodeH).

- Heonmom,qule peuenTypHble cpeacTBa, KOTopble MOryT
cnocobcTBOBaTh KynMpoBaHUMio 6orKM, BKMOYALOT NekapcTea,
OTHOCSILLIMECS KO MHOTMM Kraccam, Takme Kak
aHTnaenpeccaHThbl, MPOTUBOCYOOPOXHbIE npenaparbl
(Hanpumep, rabaneHTuH Ny nperadanuH) 1 Nnpenaparbl
MECTHOIO AENCTBUS.

- OnuongHble npenaparbl, Takne kak MOpuH, 4acTo
NPUMEHSIIOTCA AN NeYeHnst ocTpon 6onu n pegko
UCMOMb3YTCHA ANA KYNMPOBaHWSA XPOHUYECKon 6onu.

- MeauumHcKMIN KaHHabUC Takke MOXET NOMOYb B NeYeHnn
o6onu. imerite B BUAY, YTO €ro NpUMeEHeHne perynmpyeTcs
pernameHTamMmu Wwrata v egepanbHbIMU OrpaHUYEHUSIMU. *

Bcsi uHg 8 daHHbIX OOKY 4 [} HbIL
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Y10 eLle MoXeT NoMo4b?

MonesHo nonpo6oBaTh «perynmpoBaHue TemMna» unm
OanaHcvpoBaHuWe Ballel AesTeNbHOCTU 1 oTabixa. [pu
XPOHUYECKOM HOMKM BaXXHO OCTaBaTbCA aKTUBHbLIM 1 y4acTBOBaTh B
XKM3HWU, HO PErynMpoBaHve Temna sBnseTcs KnoyeBbIM. Kak
HepocTaTovHasi, Tak M Ype3mMepHasi akTUBHOCTb MOXET YCUIUTb
6onb. MonbiTanTeck pasaenvTb AesTENBbHOCTL N0 BPEMEHU (a He
Nno 3aBepLUEHNIO BbINOSIHEHUS 3aa4n) N COCTaBbTe rpadouk
nepuvoanYecKkmX nepepbIBOB. YBENMYMBaTE BPEMS, 3aHATOE
[esTeNbHOCTbIO, MOCTENEHHO Afst 4OCTMKEHMS BonbLUero ycnexa u
CO34aHuA 3anaca *XU3HeHHbIX Curn.

OGpalyaiTech 3a NoAOEPXKKON K ceEMbe, APY3bsM, KOMaHae
cneumanuctoB no MB, okasbiBaloLMXx BaM NOMOLLb,
ncumxoTepanesTy uUnu coobuectBy cneuynanunctos no MB. OgHum
MCTOYHMKOM MoaaepKku MoxeT sBnsTbes Peer Connect ®oHaa
MYKOBUCLMA03a, KOTopasi NpeAcTaBnsieT cobor UHAMBMAYaNbHYO
napTHEPCKYH 00yyaroLLyto NporpaMMy Assi B3pOCHbIX, CTPagaroLLmx
MB, ons nx obmeHa onbiTom Apyr ¢ Apyrom. [Ins nonyyeHus 6onee
noapo6bHoON nHhopmaL MM NOCETUTE CreayoLLnii CanT:
cfpeerconnect.com.

* MaTepuanbl NOAroTOBMEHbI AN aMepUKaHCKOro U eBpOnemncKoro
ynTaTens, u HEKOTOPbIE CCbINKU HE akTyarnbHbl Ans rpaxaaH P®. Mbl
COXpaHUIN UX NS O3HAKOMIIEHUS U COCTaBUNN CMMCOK PECypCOoB,
Kyga 3a NCUMXONOrM4yeckom NMOMOLLBID MOTyT obpaTuUTbCs rpaxkaaHe
Po.

CM. dbaiin «Cnrcok pecypcoB NCUXOMNOrM4eckon NoMOLLIN ANist

rpaxaaH P®»
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IMepesod nodzcomosneH E®@ «Ocmposa» nod pedakyueti lMonemaesoli O.O. knuHuYeckull ncuxonoe, npedcmasumerss om Poccuu 6 pabo yell epynne no MmeHmarssHoMy 300p08bIo

Espornielickozo obwecmesa Mykosucyudo3sa

DMJHS

VHCTUTYT MHHOBALIAY B MMPODUJIA

MANMUATUBHOW NMOMOLLN

BOJIBHULIA OBILIEI'O

MACCAUYYCETCA

IMPROVING
LIFE WITH

Tosapuwecmeo nepeuiHol
NAATUAMUSHOU NOMOWU

Mpu nopaepxke: NMpemus ®oHaa MB 3a
MHHOBaLMK B NanivaTMBHOW NOMOLLN
nauveHtam ¢ MB (GEORGI19QI0)
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