B3POCIbINA, CTPAOAIOLLNI KORORCTEO AP
MYKOBMCLIMAO30M, KAK POAUTEb: PONTENEN,

CTPAJAKOLNX

BANTAHC CEMENHOW >KU3HW  MHOBMEHACSON
N MB

PoautenbcTtBo Bcerga npeacrasnsieT cobow 6anaHc, a poanTensCTBO YenoBeKka, CTpadaroLlero MykoBUCLUA030M, NPUHOCUT
Oornblue 06513aHHOCTEN U BELLEN, O KOTOPbIX HY)XKHO nodymaTtb. TakoBble MOTyT BKIOYaTb GanaHc Mexay pagocTbio
poaMUTENLCTBA M NOAAEPKKON CBOErO 340P0BbS, NPOBeAeHNEM NedebHbIX NpoLeayp M NoAOEPKKON AeTEN, KOTOPbLIX Bbl NOOUTE,
HO B 3TOT MOMEHT MOXeTe YyBCTBOBaTb cebs Hexopollo. CrneaytoLme pekoMeHaauum Takke MOoryT NOMOYb YENOBEKY,
3aboTauemycs o pebeHke, poauterns KoToporo ctpagaet MB, v B3pocnbiv ¢ MB, koTopble UrpatoT 3Ha4nMMy0 POSib B XKU3HU
pebeHka.

KOFJZIP: MBVﬂBHﬂETCﬂ YACTbIO BALLEN NOBCEOHEBHOW XXU3HW, OH ABNAETCA U YACTbIO BALLEN
CEMEWNHOMU XXU3HU TOXE.

* Bbl MmOXeTe caenatb cBOM pacnopsagok yxoaa npu MB npuBbIYHbIM AN CBoero pebeHka, BbINOMHAS OYMLLEeHne
AblxaTenbHbIX MyTEW 1 NPUHMMas fekapcTBa B MX NPUCYTCTBMU, HAYMHas ¢ MnaaLwero Bo3pacra. PacckaxuTe nMm, 4To Bbl
Aenaete u noyemMy. AT0 MOMOXET BalleMy pebeHKy paHo y3HaTte o MB.

* Hangute Hebonblune 3agaHus AN NnpyBneyYeHns cBoero pebeHka K BbINOMHEHWIO BalLnx neyebHoix npoueayp. MHorve
AeTv pagbl NMOMOYb, HaNpUMep, HaxaTb KHomnku CtapT Ha BUBpoxuTene. VX MHTepecC K y4acTUo MOXET U3MEHUTLCS CO
BPEMEHeM MO Mepe TOro, Kak OHW PacTyT U pa3BUBalOTCS.

* HekoTtopble pogutenu 6epyT ¢ cobon pebeHka npu BU3NTaX B KIUHWUKY ANsi

neyenunss MB, 4tobbl OHM MOrnM 3afaTh BOMpPOCkI. [1ocne BU3NTOB Bbl MOXeTE
BUOETb, HEOOXOAMMO N UM eLle YTO-HMOYaAb Ans obneryeHms NOHUMaHUs.

° ﬂOI‘IOJ‘IHI/ITeJ'IbeIM NONOXUTeNbHbIM Pe3ynbTaToOM NOCTOAHHOIO BbIMNOJTHEHUA
BaLUKX NeYedHbIX npouenyp Aendercda 10, YTO 3TO NOKa3blBaET BallemMy
pebeHKy, HAaCKOMNbKO BaXKHO yxaxuBaTb 3a COOOM.

“Bce ceou npoyedypsbl 8 ces3u ¢ MB s1 ebinosnHsina 8 20CmMuUHOU KOMHame, Ymo6bkl MOMo4Yb Moel doyepu
eocCrnpuHUMamb 3Mo Kak HOpMY, U 3mo makxe 0aeasio eli B03MOXHOCMb 3adaeamb MHe eornpockl. Koz2da
OHa 6bi1a docmamo4YHO MaJsleHbKOU, 51 MOMHIO, OHa cripawueasa, 4Ymo npedcmasJsisiom coboll Mou

npouedypbi ¢ ucnosib3oeaHuUeM Hebynatizepa. 51 06bsicHsina eli, YmMo OH MoMo2aem MHe Jiy4due Obiwamb

U yMeHbWaem Kauwesb. 51 o6Hapyxuna, Ymo, ko20a s1 6bis1a YecmHol ¢ Heli, 3mo MomMo2asio
¢ghopmupoeams ee dogepue, makxe nobyxodasi ee 3a0agamb MHe 80MpPOChI”.
— >xeHHudbep Bnunyep, maTb, cTpanarowas MB

BAM U BALLEMY PEBEHKY MOXET NMOTPEEOBATbLCSA OTAENbHbLIA NIIAH, YTOBbI CNIPABUTbLCA,

ECINN BALLE 3[0OPOBbE YXYAOLUUTCA, KAK, HAMTPUMEP, MPU OBOCTPEHUX UINN TOCNUTAITU3ALIAN.

CoxpaHsilime exxeOHeeHbIl 2paghuk u pacrnopsidok ceoe2o pebeHKa, HACKOJ/IbKO 803MOXXHO, 6€3 usMeHeHus Osisi
obecneyeHus1 cmabunbHocmu.
* CoobLymMTe pacnopanok U NPearnovTeHns ceoero pebeHka Apyrim.
¢ [lo6aBbTe cobbITMA cBOEro pebeHka B o0Lwuin kaneHaapb, YTobbl TeM, KTO 6yaeT 3ab0TUTbCst O HEM BbIno
nierye BKIMIOYUTHCS U MOMOYb C YXO4OM.
4 CocTaBbTe nepeyeHb exeaHEBHbIX MOBCEAHEBHbIX A€M, KOHTAKTOB yYMTenel Bawero pebeHka, TpeHepoB,
OPy3el v ux poauTenen, v opyryto Heobxoammyto nHgpopmaumio, YTobel noan, obecnevnsatoLne
noanepxkKy, UMenu 4OoCTyn K Hemy.
* Monb3yiTeck ycnyramu nuu, OCYLLECTBISOWMNX YX0a, KOTOPbIX 3HaeT Bawl pebeHok, Ans Gonbluei cTabunbHOCTU 1
npenckasyemocTy.
¢ CoobLmTe ceBoeMy pebeHky, KTo byaeT 3a6oTUTcs 0 HEM M BOAUTb €ro B cafyK, LKOMY U BCe OCTasbHble
MecTa.
« CoobLymuTe cBoemy pebeHky, kak Bbl byaeTe noaaepXkmBaTe KOHTAKT C HAM, KOra Bbl HAXoAUTECh B GOSbHULE,
Hanpumep, No TenedoHy U1 C NOMOLLLIO BULEO3BOHKOB.



“Kozda 6b1 Mo mama Hu bbinia 6onbHa unu Hyxoarnack 8 2ocriumarnu3ayuu, oHa ecezda yoocmosepsisiack, Ymo

mou pacriopsdok ocmasarsicsi IocmosiHHbIM. Mou nana unu 6abywka, 6eiearno, npuesxanu u bpanu Ha cebs ee
porsib 8 dome, u Mosi Mama ecez20a y0ocmosepsisiachb, YmMo OHU 3HarMm O MOeM 2pagbuke.
Mos mama u s nnaHuposanu epemsi 0715 pa32osopa o mesnegoHy. s MeHsi 6bi10 UEHHO cribiluamb ee U
ocmasambCsl 8 KOHMakme, xomsi ee 0axe He 6b1/10 doma’”.
— Knaygna XaHHymMm, govb maTepu, cTpagatowen MB

OpezaHu3ytlime komaHAy noddep)KKu OJisi MoMoujU.
* Monpocute koro-nnbo ynpaenaTe BCen MHOpMaLMel.
¢ NIHdopMmpoBaHue Kaxaoro MOXeT Bbl3BaTb neperpysky. HasHaubTe nuuo, Takoe kak poACTBEHHUK UNn 6rm3kuia
Apyr, ans o6HoBNeHNst nHopmauum B BalleM 300POBbE.
* Monpocute koro-nnbo opraHn3oBaTb NOAAEPXKKY.
+ BeiGepute koro-nnbo, 4tobbl 0TBEYATL HA NPEANOXEHUS NOAAEPXKKN 1 AaBaTb 4OOPOBONbLIAM KOHKPETHbIE
3agaHus.

* [Mopyunte pyTUHHBbIE 3a4a4n APYrMM.
+ Korpa Bbl peluaeTe, Kakyto NOMOLLb MPUHATb, COXPaHWUTE CBOK SHEPTUIO AN BbINOMNHEHMS Aer, B KOTOPbIX Balle
yyactvue Heobxoanmo.
4 MNo3BonbTe ApyrMM peluaTb Takne 3agayu, kak NoKynku B NPOAOBONbCTBEHHOM Mara3uHe Unv npadeyHas.
ManeHbkne getu Toxe nbat nomoraTts!

¢ [naHnpyinTe BM3NT B BOmnbHMLY, 4TOOLI MOMOYb Ballemy pebeHky ocTaBaTbCsl B
KOHTaKTe 1 MeHbLue 6eCrnoKonTbCS.
¢ MorosopuTe ¢ MEAULIMHCKUMU paboTHMKaMM, OkasbiBalOLWMMM BaM .

MOMOLLb, OTHOCUTESLHO YAOGHOro BPEMEHU AJsi BU3WTA Ballein CeMbMU.
4 MonpocunTe B3pOCHbIX, OKa3blBaOLLMX NOSAEPXKKY, NPUATU B BOMbHULY
BMeCTe C BalUMMKW AeTbMWU, YTODbI OHU MOFNM NOArOTOBUTL pebeHka Ao

TOro, Kak npuayT Bpadun. OTBecTu Bawlero pe6eHKa [OMOW, ecnv BU3UT

oKkaxeTcs bonee TsxenbiM, Yem Ball pebeHOK MOXET BbIHECTH, U

NnoroBopuTb C pebeHKoM nocne ANst YCTPaHeHWs! ero CMyLLEeHUS Unn
6ecnokoicTea.

[nsA nonyyeHua uHdgopmauum o poauTenbCcTBe noceTute cant ®oHaa MykoBUcUMA03a:
cff.org/Life-With-CF/Transitions/Family-Planning-and-Parenting-With-CF/Parenting-as-an-Adult-With-CF/
Planning-Ahead-and-What-to-Expect/

cff.org/CF-Community-Blog/Posts/2020/Managing-CF-Parenting-and-Anxiety/

Bes I/IHCbOpMaLlMR, cogepxawasnca B AaHHbIX JOKYMEHTaX, HOCUT 03HaKOMWTENbHBIN Xapaktep U He MOXET CINyXUTb 3ameHon

OYHOIA KOHCynbTauuu cneuuanucta

Matepuariel NOAroToBNEHb! ANS aMeprKaHCKOro 1 eBPONeckoro YATaTENs, U HEKOTOPbIE CCbINKM He akTyarnbHbl AN rpaxaaH P®. Mbl coxpaHUnm ux Ansi 03HaKOMIIEHUs U COCTaBUNN
CMMCOK PecypcoB, KyAa 3a NCUXONOrMYeckoi MOMOLLIbIO MOryT 06paTuTbes rpaxaaHe PO.
Cwm. dhaiin «Cnmcok pecypcos NCMXONOrMYEecKoi NOMOLLW NS rpaxaaH Pdy».

ECIU TPEBYETCS MNOOAEPXKA
CF Peer Connect: cff.org/PeerConnect
ECNNY BAC ECTb BOMNPOCBI

Mo3BoHuTe No Homepy 1-800-FIGHT-CF (800-344-4823) unu otnpaBbTe cooGLIEHME MO INEKTPOHHOW NoyTe Ha aapec: info@cff.org

MepeBop noarotoeneH B® «Octposax noa peaakumeit Monetaesoi O.0., KNMHWYECKUIA NCUXONOT, NpeacTaBuTeNb oT Poccum
B paGodeit rpynne no MeHTarkHOMy 3710poBblo EBponerickoro obliecTea MykoBMCLMA03a

B3sT0 ¢ U3MeHeHusIMK ¢ paspelueHust n3 Marjorie E. Korff Parenting At a Challenging Time (PACT) Program (Mporpamma poauTenscTBa B CHOXHOE Bpemst

(PACT)), .
BonbHuua obuiero npocunsi Maccavycetca www.mghpact.org ‘
Rauch PK, Muriel AC. Raising an Emotionally Healthy Child When a Parent is Sick CYSTIC F I B Rosls

(A Harvard Medical School Book) (BocnuTaHue amouuoHansHo 340poBoro pebeHka, korga poautens 6oneH (PykoBoacteo MapBapackoi MeanLMHCKO

wkornbl)). McGraw-Hill Education, 2006. Fou N DATION0
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