lenpeccusa, Tpesora

N MYKOBUCLUMNAO3 (kncrosHblit prbpos) Mowemy smo pyxosodcmeo moswem

6bimb 8axcHO 017 8ac

Jloan ¢ MyKOBMCUMAO030M (KMUCTO3HbIM GMOPO30OM) M poaMTENU, KOTopble

3260TATCA O AeTAX C MYKOBMCUMA030M, B 2-3 pasa 6onblue noaBeprKeHbl Ve E

aenpeccun, Tpesore naun obonm CMHAPOMaM NOo CpaBHEHUIO C O6LLI,ECTBOM B

LenoMm.

3To0 meToaMYecKoe PyKoBOACTBO Obl/10 NOArOTOB/IEHO, YTOObLI MOMOYb Bpayam 5}31':'::::::“‘;‘3

KOMaH4, nNo MyKosBucumaosy 3¢¢EKTVIBHO 3ab0TUTbCA O CBOMX nauneHTax u

ysieHax X cemein, KOTopble UCMbITbIBAIOT AEMPEccUto U/unm Tpesory. gusuyeckoe ncuxuyeckoe
300posbe 300posbe

Te MOMEHTbI KN3HU, KOrga Bbl mMoOXeTe OlWyLWaTb ne4vyasab, TOCKY U TpeBOry

npMXoaAT W yXo4AT, OAHAKO ANA noAAaepXaHusa Ballero 340p0OBbA U

3MOLMOHANIbHOTO 6}13FOI'IO}1yLWIFI, COCTOoAHME pJdenpeccnn wu HenpeprBHOVI

TpeBorn HeobxoAMMO NeynTb. 34ecb Bbl HalaetTe MHGOPMAULUIO O TOM, YTO

TaKoe aenpeccuna un Tpesora, M YTo Bbl U KOMaHAa Bpaqei/'l no MyKoBucCLMA03Y

MOXeT C 3TUM COCToAHNEeM caenaTb.

YTto Takoe maenpeccusa?

Aermpeccus — 5TO pacIpOCTPAHEHHOE IICUXUYECKOE COCTOSHUE,

KOTOPOE HEraTHUBHO BAUWSET HA TO, KaK BBI cebst 4yBCTBYyETE, Bcerpa obpauaiitech 3a nomoLybio!

ACHCTBYETE MAHM MBICAHTE. B OoTAMYmE OT cAyJarormuxcsa Bpems

OT BPEMEHU COCTOAHHUH IT€9AAU, TOCKH U IPYCTH, KAMHHYECKAs HeneuyeHHas pgenpeccva u/uam  TpesBora MOXKeT

ACTIPECCHS, €CAU €€ HE ACYUTDH, MOKET AAUTHCSH OYCHB AOATO — OKa3blBaTb 3HAUYWUTE/IbHOE BO3JEMCTBME KaK Ha Balle

HEACAM, MECAUBI HAHM ADKE TOABL AIOAM, TOABEPKEHHBIC ncuxuyeckoe, Tak M dusmueckoe 340posbe. Kpome

ACHIPECCHUH, MOI'YT AOATOC BPEMS TyBCTBOBATH 6C3H2.AC)KHOCTI> n TOro, 3TO MOMKET MelaTb BalleM CcnocobHocTu

TCPHTI) I/IHTepCC K BCIIIaM, OT KOTOpI)IX B HOpMaAI)HOM COCTOSAAHHHN 3360TVITbC$| o Ce6e WU CBOEM pe6eHKe.

OHH ITOAYIAAH 6I>I YAOBOABCTBHC. Onu Mot YT TaK)KC HCIIBITBIBATH

IIPOBAEMBI C THTAHHEM H CHOM. YyBCTBOBATb rPYCTb M TPEBOTY BPEMEHAMM, MOXKET bbITb
06bsACHUMMO. YyBCTBOBATH AENPECCUIO U TPEBOTY A0/T0e
Bpema — HeT. He HepooueHuBaiiTe cocToAHME
Y7o Takoe TpeBora (TPEBOXHbIN CUHAPOM)? Aenpeccunn 1 TPEBOTU, KOTOPbIE HE MPOXOAAT, OHU —
TPCBOFa — OTO €CTCCTBCHHAA OSMOIINA, KOTOPQJI MOKET el 3a6OHEBaHMH WML kAo BTl s

HOABAATHCA M MCYC3ATh B OTBET HA CTPaxX U 0EeCIIOKOIICTBO n HECMOTPA Ha TO, YTO 3TW OLLYLIEHNA AO0CTaTOYHO
TIPH MISMCHCHI  COCTORHIA  3AOPOBDLA, PabOTHI, CeMbit 4acTbl, UX MOXHO BblneunTb. Mo3zaboTbTech o cebe

i) HAH JKH AATOIOAYYHA. deAOBeK
(oTHOIIIEHMIT) MAHN ACHEKHOIO OAArOIOAYYH €AOBE 0BpaTUTECh 33 NOMOLLBIO.

MOKET HMETb TPEBOKHEIL CHHAPOM, €CAH COCTOSHHE
TPEBOTH HE YXOAUT, CTAHOBUTCS TSKEAEE CO BPEMEHEM HAHU
MEIIACT YYACTHIO 9YEAOBEKA B  OOBIMHOH AHEBHOI
3aHATOCTH.

AOIIOAHCHHE K OOBIYHOHM TpPEBOIE, KOTOPYIO MOILYT
HUCIBITBIBATD 3HAYUTEABHOE KOAMYECTBO ITAIIUEHTOB C
MYKOBHCIIHAO30M H YACHBI HX CEMCH, HEKOTOPBIC AIOAH
MOTYT TAK/KE YIyBCTBOBATH TAKYIO CHEIU(PUICCKYIO POPMY
TPEBOIM, KaK COCPEAOTOYCHHOCTb HA MCAHIIHHCKIX
IIPOLICAYPAX.



4HYTO MOXeT caenaTtb Balla KOMaHAa Bpaden no MyKoBMCLUUA03Y

Komurer, IpeAOCTABASIOIIHIT MEKAYHAPOAHBIE METOANYECKUE PEKOMEHAALINH 110 ACIECHHIO KUCTO3HOIO (pubposa (MyKOBUCIIUAO32)

(The Cystic Fibrosis International Guidelines Committee), crorcuposanasiii Poraom kucroszuoro ¢gpudposa (Cystic Fibrosis Foundation)
u EBporreickum obrrectBoM kuctosHoro ¢pubposa (European Cystic Fibrosis Society), peKOMEHAYET CACAYFOIINE IITATH AASL CKPHHHITHTA
U ACUCHUS ACLPECCUU U TPEBOIU KAK YACTU KOMIIAGKCHOIO ACUEHIUS U 3a00THL O HALUECHTAX C KUCTO3HBIM (pUOPO30M (MyKOBHCIIHAO30M):

* ITpodmaaxTuKa: Bpadn Bareil KOMAHABI IIO MyKOBHCIIHAO3Y OYAYT IIOMOTIaTh BaM 9(DEKTUBHO CIIPABAATBCS CO CTPECCOM, 4 TAKKE OYAyT
ITPEAOCTABAATE HEOOXOAVIMYEO I COOTBETCTBYFOIIYIO BO3PACTY MAITMEHTA HHMOPMAIIIIO O TOM, KAK *KUTb M CIIPABAATHCA C XPOHIICCKIM

3a6OA€BaHI/ICM, TAaKIM KaK MYKOBHCITHAO3.

* CKpHUHMHI: eCAH y BAC MYKOBHCIIHAO3 (KUCTO3HBIN (hbrOpo3) u Bam Ooabire 12 Aet, man Ber 3a60THTeCH O mmarerte ¢ KP ¢ Bozpacrom

17 aer manm MOAOIKE, BaC HOHpOCHT 3AIIOAHUTDH ABC HEOOABIIINE AHKETHL,

° PeKOMeHAauI/II/I: CCAH PE3YABTATHI HCCACAOBAHUS IIOKAXKYT, ITO BBI 60pI/IT€CI) C ACHPCCCHCﬁ, TpCBOI“OfI HAU OOeuMI COCTOSIHUAMMU,

BaIlla KOMaHAA BPaduei AACT BaM HEOOXOAHMBIE PEKOMEHAAIINH 110 A€IeHUIO. Bpaun Bceraa OyAyT 0OCyKAaTh AFODOIT IIIar AeueHns ¢

BAMH, ¥ 9TO OYAET TOABKO BAIIl BEIOOP.

HavanbHble CUMNTOMbI COCTOAHUN
Aenpeccun nnum Tpesorn
YTo BbI MOXeTe caenartb:

Ecan Yy BaC HaYaAbHBbIC HPI/ISHaKI/I AU yMCpCHHbIC
CHUMIITOMBI ACHPCCCI/II/I, TpCBOI‘I/I HAH O0EHX COCTO}IHI/IfI,
HOFOBOpI/ITC C BPQ.‘IQ.MI/I Barmen KOMAaHABI IIO ACYCHHIO
MYKOBHCIIHAO3A. Oun IIOMOIYT BaM HOAACP)KS.TI) Barie
OSMOIIMOHAABHOC SAOpOBbC.

CACAYIOHII/IC pCKOMCHAaHI/II/I IIOMOTYT BaM
HpCAOTBpaTI/ITI) YXYALLICHUC COCTOSHHMA ACHPCCCI/H/I A
TpCBOI‘I/I nu MI/IHI/IMI/ISI/IPOBQ,TI) X BAHUSHHC:

* IloroBopure ¢ KeM-HHOYAB, AVHIIIE OAMH-Ha-OAMH. MHOTTIE
ATOAH B COCTOSIHHH ACIPECCHH H3O0AUPYIOTCH OT APYTUX
ATOAEH.

¢ Ilorosopure c KeM-HHOYAD U3 Bpadel BaIIei KOMAHABI,
BAIIIHM TEPAIIEBTOM HAH IICHXOAOroM. MHOrme AroAn
HMHOTAA HE OOPAIIAFOTCA 34 IIOMOIIIBIO, ITOTOMY YTO OHI
AYMAIOT, ITO UX IPOOAEMBI HEAOCTATOYHO CEPHE3HEL
ITpoduraxTrka (IIPEAOTBPAITIEHIE) — BCETAQ AYUIIIMI
BBIOOD.

* Ocosnaiire, 9T0 BB HEe OAHH. MHOIHE, 1 OCOOEHHO ATOAH C
MYKOBHCITHAO30M, HCHBITBIBAIOT T€ 7K€ CAMBIE IIPOOAEMEL.

° EcAn BBI 3aAyMBIBAETECH O CYHIIHAE, IIOTOBOPHTE C KEM-
HIOYAB. OOpaTHTECH K BAIIIEMY TEPAIIEBTY C IIPOCHOOI O

ITOMOIITH.

* IlpoBoAmTe GOABIIIE BpEMEHI C AFOABMHU, ITPH OOITIEHNH C
KOTOPBIMH Y BAC ITOAHHMAETCA HACTPOCHHE.

* I3beraiite aAKOrOAD 1 HAPKOTHUKH.

° IIpoaoakaliTe CACAOBATH BAIIIEMY ITAAHY ITO ACIECHHEO
MYKOBHUCITHAO3.

¢ Ilpaxruxyiire mpusbraku xoporrero caa. Craparirecs
BBICBIIATHCSA. /\OKHTECh CIIATH U BCTABANTE B OAHO U

1O e BpemA. CrapaiiTech He OCTABATHCA B IIOCTEAH, €CAU BEI HE CITHTE.
BrerxoanTe Ha yAuUIly, Ha IIPUPOAY, MUHHMYM Ha 30 MHHYT Ka/KABIH ACHbD.
Vaeadiite GOABIIIE BpDEMEHNI BEITIAM, KOTOPBIE AOCTABAAFOT BAM JAOBOABCTBHE.
Byapre dpmsmaecku akTHBHEL YIIPaKHEHNA IIOMOTAFOT YMEHBIIINTH CTPECC.
ITpaxkTuKyiTe TEXHHUKH PEAAKCAITHH.

Wsberaiite KOEUH 1 CUTapETEl, OHI MOIYT YBEAHYHBATD YPOBEHD
TPEBOKHOCTH.

HpI/ICOCAI/IHI/ITCCb K I“pyHHC HOAACp}KKI/I. Pa3r0Bop O Barmmx HpO6ACMaX C
AFOABPMH, UMCFOIITUMI TTOXOKUH OIIBIT, IIOMOKCT BaM HC 9yBCTBOBATH cebsn
OAHNHOKO.

dtn peKkoMmeHOaauuun He MOryT BaM 3aMeHUTb HpO(*)eCCVIOHaHbHOFO
Ne4yeHusA, HO MOryT 3aMeTHO NOAHATbL BaM HacTpoeHue.

I'onpblsaeT 1M MeaUUUMHCTKOe CTpaxoBaHue 31O ne4vyeHwme?

THITBI TOKPBITHA STHX NCCACAOBAHIH U ACICHHA PA3ANIAFOTCA
B KAKAOI EBPOIIEHCKON CTPaHE B 3aBUCUMOCTH OT MECTHOIT
CHCTEMEI 3APaBOOXpaHeHHA. MBI cOBETyeM BaM yTOYHUTD
BAIIICIT CTPAXOBOM KOMITAHUHI HAN Y BPadeH KOMAHABI IIO
MYKOBHCITHAO3Y, IIOKPBIBACT AH BAIlla CTPAXOBKA ACYCHUE
IICUXHIYECKOTO 3A0POBBA.

DTO PyKOBOACTBO OBIAO aAAIITHPOBAHO AAA EBporrefickoro
Obiuectsa 1o Aedenuto mykosucnuaosa (ECFS) mpu coraacun
Pompa myxosucrmaosa (CEF).

Meroamdgeckne pekomenaarmu Esporrerickoro Obrectsa 1o
Aegennro mykoBucrnaosa (ECES) i @oraa MyKOBHCIIHAO32

(CFF) Ber MOxeTE HANTH Ha CAliTe - W
https://www.ecfs.eu/mentalhealth * *s
European Cystic| |Fibrosis Society

x x
x %




