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NPEAUCITIOBUE

OTO pyKOBOACTBO CO34aBasnocCh, HTO6bI MOMOYb 60MbHBIM
MYKOBWCLIMAO030M U UX POAUTENAM NyyLle MOHATb, C KaKUM
3aboneBaHNeM OHU CTONKHYNNUChb. ATOT ByKneT ABNAETCA YacTbio
EBponevickon MNporpammbl no bopbbe ¢ MykoBucumao3oM. OH yxe
nepesBefeH Ha MHOre A3bIKM W PacnpocTpaHAeTCA B pasHbIX
cTpaHax. OCHOBOW TeKCTa CTano pykoBoAcTBo BcemupHom
Opranusauun 3apasooxpaHerua (BO3) n Mex ayHapoaHon
Accouuaumm mykosmucumaosa (KuctosHoro gpubposa) (ICF(M)A).
Ecnu y Bac BO3HUKNM BOMPOCHI, Kacalowmeca Lienein AaHHoro
n3panua, Mbl npegnaraem Bam obecyanTb 1x ¢ Bawmm nevawmm
Bpa4yomM. Agpeca obLecTB NoAAEPXKKMN BOMbHbLIX NPUBEAEHbI B
KOHUe bykneTa.

Mbi Bbiparkaem bnarogapHocts coupme Nanogen 3a nsgaHve n
pacnpocTpaHeHne aToro pykosogctaa. Mbl HageeMcs, 4TO OHO
MOMOXKeT OTBETUTb Ha BOMPOCHI, CBA3aHHbLIE C
MyKOBUCLMAO30M, U MPOACHNT CUTYaumio 419 60/bHbIX
u ux poanTene.

E. Oekekep, x. Kaccuman — ECCACF
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Making the revolutionary routine™

4YTO TAKOE MYKOBUCLIMNAOO3?

MykoBMcUMA03 - pacnpocTpaHeHHOe 3aboneBaHne, KOTOpPoe B
€BpOMNencKMx CTpaHax BcTpeyvaeTca ¢ yactoton 1 Ha 2500
HOBOPOXAEHHbIX. ATO 03HavaeT, 4To cpean 10 000
HOBOPOXAEHHbIX YEeTBEPO MMEIOT pearbHbIi WaHc 3aboneTb
MYKOBUCLMOO30M.

MykoBucunnos (MB) - reHeTudeckoe 3aboneBaHue, nopaxatollee
0MHAKOBO 4aCcTO Kak MasibyvKkoB, Tak 1 Aeso4dek. [letn
poxaaroTcA ¢ 9TUM 3aboneBaHneM, TO eCTb OHO He
"nprobpeTtaeTcA” B TeYeHWe XU3HW. Takum obpasom, MB Henb3aA
noALennTb Kak HEKOTOpble B6onesHu, 1 OH He nepeaaeTca oT
ofHoro pebeHka K gpyromy. MocKonbKy AeTy poXXAalTCA yXxe
60nbHbIMK, MB Ha3blBalOT Tak>ke BPOXKAEHHbIM NN
HacneacTBeHHbIM 3a60neBaHnem.

[etun 6onetot MB B TOM cnyyae, ecnv OHW nofyyatoT Asa

MyTaHTHbIX reHa MB, no ogHOMY OT KaXX[oro U3 poauTenen.

MHavBunayymbl, yHacnenoBaBLUMe TOMbKO OOHY KOMUIO

MYTaHTHOIO reHa, HasblBatoTcA «HocuTenamu MB». OHu
BMOMHe 340poBbl. BonbHbie MB aeTu poxaaroTcA TObKO B
Tex cemMbAx, rae oba cynpyra HecyT reH MB.

CylecTByeT 605bllOe pasHoobpasne KIMHUYECKNX
npoasneHnt MB y pa3Hbix 60MbHbIX. BonesHb nopaxaeTt
MHOTVe opraHbl, HO Hanbonblue NPobriemMbl BO3HUKAIOT C

NErknMu, KNLWEYHNKOM, NEYEHbIO 1 NOAXKENYA04HON
Xeneson. Y oOHWUX AeTel NPenMMyLeCTBEHHO
HapyLaloTCA nerkue, y Apyrux - nogxxenyno4vHan
enesa n 'y KaXoro nauveHTa 3abonesaHve
npoAsnAeTcA no-ceoemy. OaHaKo Hafo MoOHMMaTb,
"' 4yTo MB He 3aTparvBaeT yMCTBEHHbIX CNIOCOGHOCTEN
pebeHka. B To >ke BpemA [0 HACTOALLEro BpeMeH!
apdpekTBHOE nedveHne MB oTcyTcTByeT..

) ‘



4TO NPOUCXOOUT C NEFKMMN?

B HOpMe CNnn3b, NOCTOAHHO BO3HMKaKOLWanA B
AblXaTernbHbIX NyTAX, MPUCYTCTBYET B HEHOMbLUMX
KonunyecTBax u nerko otaenaetcA. Y 6onbHbix MB oHa
ryctan, nunkas, Jierko npununaeT K 6poHxam, BefeT
K MX 3aKyrnopke.

Hanuune cnuam nprvBoanT K 3aCTOK BO34yXa,
Croco6CTBYeT PasMHOXEHUIO MUKPOOPraHM3MoB (
60ne3HeTBOPHbIX 6akTepuit). BoT noyemy Tak BaXXHO
oyunwaTh ApixaTesibHble NyTy C MOMOLLbIO
dusnoTepanun.

YyTO NPOUCXOOUT C NOMKENYOOYHOUN XXENE30N?

Puc.2 MomkenynoyHaA xenesa urpaeT orpoMHYI0 POfb B NepesapuBaHum nuum. B Hen
MomxenynoyHan CUHTE3MPYIOTCA MHOTMe BellecTBa ((hepMeHTbl), pacluennalowme CbefeHHYI0 HaMmu eay.
xenesa 3abnokupoeaHa  |10CNe Takoi 06paboTKM KULLIEYHIK CrocoGeH BcackiBaTh NepesapeHHyto nuly. Mon MB
noaxesnyao4Han xernesa 60/1bHOTO 3a6/10KMPOBaHa ryCTbiM CEKPETOM (Crmablo). 3To
MPUBOAMUT K TOMY, YTO MULLEBapUTEIbHble PePMEHTbLI He AOCTUrAOT CbeAeHHOW NN 1

v OHa ocTaeTcA HerepeBapeHHo. HenepeBapeHHanA efa He MOXET BcachlBaThbCA
KULLEYHMKOM W BBIXOAWT C KasioM.
MomxenynoyH Takum o6pa3om, Nopykenyno4Hana xenesa nomoraeT nepesapuBatb Ny, HEOOXOANMYHO
an >kenesa Ham, 4Tobbl pacTu U ocTaBaTbeA 340poBbIMU. Mpyu MB oHa He MOXET MOMHOLEHHO

BbIMOMHATL 3Ty (PYHKLMIO.

Y 60nbHOro pebeHka, He NonyyaroLero nevyeHnd, CTys oO6uNeH N UMEeeT HEXOPOLIMIA 3anax
<« [MopxenynoyHan >kenesa HenepeBapeHHoW nuwm. CTyn COAepXNUT MacnfHble Kanesnbku, nnasatooLme B BoAe, YTO
3aTpyaHAEeT MbiTbe ropluka. LlBeT CTyna 3Ha4nTesnbHO cBeTnee, 4eM B HOpMe. VY 60nbHbIX
[eten yacto 6biBaeT MOHOC WU MATKWIA CTyn, 60nu 1 ypyaHne B xxmBoTe. Bce aTo
npoucxoanT n3-3a NNOXoro nepeBapmBaHnNA MNULLA. |_|pI/I HEKOTOPbIX YCNOBUAX Takoe
~<— TONCTbIN KNLLEYHNK OCJIOKHEHME MOXET MPUBOAUTL K 3aKyrnopke KULLIEYHUKaA.




KOrAA MO>XHO 3ANOAO3PUTb, YTO Y
PEBEHKA MB?

I'IepBble NPU3HaKn 6onesHu MOryT NOABUTLCA B noboe BpewmA, HO
06bIYHO VX 3amevatoT B nepsble ABa roga >XWU3Hu.

Bac nonxHsi HaCTOPOXUTb criegyroLyne CUMITOMbI:
® YacTblli Kaleslb C OTXOXKAEHNEM FyCTOI7I Cnnsu;
e YacTble 3aboneBaHnA Tuna BoCnaneHuA nerkux;

e OTcyTCTBME POCTa, UKW NOTEPA Beca, HECMOTPA Ha
HOpPMasibHbIN UK gaxke 60sbLION anneTuT;

° ﬂpOﬁJ‘IeMbl C KULWEYHNKOM U XenyaKoMm;
° 3aKynopKa KULIEeYHUKa Yy HOBOPOXOEHHOrO.

XapakTepHon 0CcobeHHOCTbIO 60MbHbIX MB peten AsnAeTcA
BbICOKaA COMEHOCTb NnoTa. Y KaXKAoro YerioBeka noT COMEHbIN, HO
y Takux geTemn 3To 0COO6EeHHO BbIpaXkeHo. PoauTenu yacTo
obpalialoT BHUMaHWe Ha 3TOT NpU3Hak, LuenyA pebeHka, unm
3aMeyaloT KPUCTANNKM CONM Ha ero KOXe.

OTOT KpUTEPUIN — N3BBLITOYHAA CONEHOCTb NMOTa, MCMONb3yeTcA
AnA noaTeepXxAeHna gnarHosa MB u onpegenAeTcA ¢ MOMOLLbIO
MeToAa «MOTOBbIN TECT».

KAK 3ABOJIEBAHUE NMEPEOAETCA OT
POOUTENEN?

Mbl 3HaeM, 4TO KaxAablii U3 HacC HacneayeT MHOrMe YepTbl OT
poamTenen, 6abylek 1 fenywek (npenkos). LiBeT rnas u Bonoc,
POCT 1 MHOTVE ApYrue Npu3Haky AenarT HaC UMEHHO TEMU, KTO
Mbl eCTb. VIHOraa no HacnencTsy nepenaeTcA n 6onesHb. VIMeHHo
Tak npoucxognt ¢ MB. [letn 3abonesatoT MB, ecnu oHu
nony4unu aBa MyTaHTHbIX (6onbHbIX) reHa MB — no ogHoMy oT
KaXkaoro u3 pogutenen. Takon Tun HacnefoBaHUA Ha3biBaeTcA
ayTOCOMHO-PELeCCUBHbIM.

PoonTtenu neten ¢ MB — HopmarbHble 300POBbIE NIOAM, XOTA
KaXkabl U3 HUX MMeeT OAMH HopMmasibHbIA reH MB, a apyronm -
60nbHON.

Taknm 06pasom, CcyLecTByeT BEPOATHOCTb, YTO OHU 06a

nepefagyT cBoeMmy peb6eHKy UMEHHO GOMbHON reH.

Puc 3.Poantenu - Hocutenu reHa MB 1 ux netn

Oreu: Martb:
HocuTtenb HocuTenbHuua
{ { X |
Pe6eHok: Pe6eHok: PebeHok: Pe6eHok:
Hopma Hocutenb HocuTenb MB
|
25% 50% 25%



e (OO6a cynpyra JO/MKHbI 06A3aTeNbHO ABMATLCA HOCUTENAMU
MyTaHTHOIO reHa

e PebeHok poanTcAa 60/bHbIM TOMIbKO B TOM cny4ae, ecnm OH
nony4vaet oba MYTaHTHbIX reHa, No ogHOMY OT narnbl 1 Mambl.

e PebeHok He byaeT 60MbHbIM, €CNN OH yHacneayeT OT KOro-To u3
poauTenen ToNbKO OAWH MyTaHTHbIN reH. B Takom criyyae oH
okaxeTcA HocuTenem MB, To ecTb 6yneT Takum Xe Kak 1 ero
poautenu.

B cpeaHem B eBponenckux ctpaHax 1 n3 25 yenosek HeceT

MyTaHTHbIN reH MB. B pesynbTtaTte 60nbHble AeTU pOXAAOTCA C

yacTtoTon 1 Ha 2500 HOBOPOXAEHHbIX. HacToTa poXkaeHUA 6onbHbIX

MB neTelt meHAeTcA B EBpone oT cTpaHbl K cTpaHe. YactoTta MB B

Poccuu, paxke B ee EBponeiickon YacTu B cpegHeM B 3-4 pasa

HUXe, YeM B cTpaHax 3anaaHov EBponbl 1 COOTBETCTBEHHO OAWH

6onbHOM pebeHoK MnoABAAETCA Ha CBeT ¢ YactoTon 1 Ha 7 000-

9000 HOBOPOX/AEHHbIX

B cembe, roe oba pogutena AsnAlTCA HocuTenAmn MB,
BEPOATHOCTb MMeTb 60nbHOro pebeHka coctaenAeT 1 K 4. To ecTb
poxxaeHune 6onbHOro pebeHka B cembe, rae oba poauTena -
HOCWUTENU MyTaHTHOro reHa MB, ABNAETCA YNCTO BEPOATHOCTHbLIM
CObbITEM.

e 3T0 03HAYaeT, YTO €CMN B CEMbE Y>KE €CTb OAMH UM HECKOSbKO
neten ¢ MB, puck umetb MB y nocnegnytouero pebeHka
OCTaeTCA TaKnUM Xe.

Korga oba cynpyra umeloT MyTaHTHbIN reH MB, BEpOoATHOCTb poanTb

60nbHOrO pebeHka Takana Xe Kak npu urpe B pyneTky unm B KOCTu ,

Korga oguH U TOT >Ke HOMep NOBTOPAETCA BHOBb U BHOBb.

ObpaTtHana cuTyauma Toxke BO3MOXKHA. bbiBaeT, 4To y Hocutenen MB

MHOrO AeTen N K cHacTbio HW Y 0fHOro pebeHka HeT 6onesHu.

Cenyac cywecTByeT MOMeKyAPHO-TeHETUYECKMIA TECT, KOTOPbIN

MOXET BblABUTb CaMble YacTble U3meHeHuA B reHe MB,
npueogAume K 60ne3HU, 1 BbIABUTb BOMbLUMHCTBO HOCUTENEN

MyTaHTHbIX reHoB. [InA 3TUX nccnenoBaHuii 06bIMHO JOCTaTOYHO
Kannm KpoBu Unm cockoba ¢ BHYTPEHHEeW CTOPOHbI LeKn nauneHTa
(nony4eHHOro ¢ NOMOLLbIO MasieHbkon weTouky). AHK auarHoctuka
MOXET MPOBOANTLCA M Ha obpasLax aMHUOTUHECKOW XUAKOCTN UK
BOPCMHOK XOPUOHA, TO eCTb elle [0 POXAeHNA pebeHKa. TOHHOCTb
WHTeprpeTauun pedynbTaToB Tecta TpebyeT TONbKO [LOCTOBEPHbIX
OaHHbIX O TOM, 4TO 06cnesyembin My>HMHa AEeNCTBUTENBHO,
ABnNAeTCcA 6ronornyeckMm oTuom byayLiero pebeHka.

MMETb PEBEHKA C MB ... U NPUHATb
PEBEHKA C MB.

HukTO He BUHOBAT B TOM, YTO poAauIicA pebeHoK, 6osibHou MB.
3710 0YeHb 60JILHO U MJI0XO0, HO 3A4€Cb HET HUYbEeN BUHBDI.

Hu Bbl, HM Baw pebeHoK, Hu
CeMbsl He [OJKHbI
YyBCTBOBAaTb HU MasieiLwen
BVHbI UMK CTbI4a MO 3TOMY
nosogy. O4eHb YacTo
pPOAVNTENW UCMbIThIBAIOT
4YyBCTBO rHEBa WUnn
pasovapoBaHus, ¢
KOTOPbIMW TPYOHO XUTb

N TPYOHO Hay4mTbCA
cMupATbeA. Y moboro
yerioBeka ecTb
aHoMaribHble TeHbl 1
poautenaMm pgeten ¢ MB
NpoCTO He MOBE3JI0 B TOM
CMbIcIe, 4TO OHM 0ba
HOCUTENU MyTauui UMEHHO
B reHe MB.




Korpa anarHos MB y>e nocTaBneH, 04eHb BaXXHO MPUHATL TOT
hakT, 4To Baw pebeHok 6omneH. Hn4To B Mnpe He cMoxeT Bam
NOMOYb U3MEHUTb cuTyaumio. Yem paHblue Bbl n Baw pebeHok
Hay4yuTech XuTb npu MB, 4yem paHblue Bbl HayunTecb
CnpaBnATLCA C HUM, TEM MeHblUe BpemeHn OyaeT NoTepAHo
npexae, 4em HavyHeTcA achdeKTBHAA TepanumA.

BonblwMHCTBO NloAeN, BKIIKOYaa Aaxke Bpaqeun, o4eHb Masio
cnbiwanu o MB, nockonbKy 3Ta 60/1€3Hb M3BECTHa
CpaBHUTEJIbHO HeAaBHO.

B 30-x rogax npownoro XX Beka, koraa Brnepsble 6bi1 onucaH MB,
0 HEM MOYTU HUYEro He 3HaNU U He BbINo HUKaKKX JIeKapCTB.
Tenepb Mbl 3Haem 0 Hem ropasno 6onblie. PaspaboTaHbl
creunanbHble npenapaTtbl (B TOM Yncnie epMeHTbI 1
aHTMOMOTHKM), obecneunBaroLme Hambonee AONryto,
NPUBNMKEHHYO K HOPMaIbHOW XU3Hb 60MBbHOTO.

VHorga poanTeny TpaTAT MHOTO BPEMEHM Ha TO, YTOObI MOHATD,
noyemy pebeHok ceba nnoxo 4yscTeyeT. MOXXHO NPOBECTU MHOMO
obcnefoBaHin 1 NOCETUTb MHOMMX JOKTOPOB Mpexae, Yem
amarHo3 MB 6yneTt noctaeneH. Ecnu Bbl nonanu B 4icno Takmx
poauTenen, To HaBepHAKa Bbl npoluny Yyepes JONruii U TPYAHbIN
nepuop NoMCKOB MPUYMHbI HEAOMOraHMA Manbiwa. BrnonHe
€CTECTBEHHO, YTO 3a 3TO BpemA Bbl cTanu kpaiiHe HEPBO3HbI U He
[oBsepAeTe Bpavam, cectpam v ApyruM MeauLMHCKUM
paboTHnkam. O4eHb Ba>KHO NOMHUTL, 4TO MB He Bcerga npocto
AVarHocTupyeTcA.

Korga poautenAm BrepBble coobLwatoT, 4To y nx pebeHka MB,
OHM 06bIYHO HMYEro He 3HatoT 0 6onesHu. Mocne Toro Kak Bpay
coobLaeT UM, YTO 3TO XPOHMYeckoe 3aboneBaHne, YTO AnA Hero
HET NeYeHna, OHN MOTyT OblTb MOTPACEHbI U Jaxe nHoraa
pasrHeBaHbl. TpebyeTca AnuTenbHoe BpemMa, YTo6bl NPUBbLIKHYTb K
3TON MbICAN.

CHayvana Bkl He BepuTe Bpady v gymaeTe npo cebs:

e [lpaBga nu 310?

e MoxeT nm y moero pebeHka 6biTb MB?

e Het nny Hero/Hee papyrov 6onesHn, HaBepHoe, AOKTOP
owwnbeAa, v oHa neynTcA?

Takue MbICAN paHO UK MO3AHO 3aKOHOMEPHO MPUXOAAT B rofioBbl

poauTenen, korga auarHo3 ye noctaeneH. CoMHeBaTbcA

eCTeCTBEHHO AJ1A YenoBeKa, HO BaXKHO NMOMHUTbL OAHO:

Ecnu y pebeHka HabnrogaeTcAa 4acTb Uiiv 60/1bLUMHCTBO
cumntTomoB MB, nonoXuTesnbHbIA NOTOBbINA TECT, U Ball Bpay
yBepseT Bac, 4To 310 MB — noBepHUTECH JINLIOM K 3TOM
npob6neme.

HekoTopble COMHEeHMA [OMXHbl 6bITb, HO HE MO3BONAWTE UM
MelaTb BOCMPUHUMATbL peanbHOCTb. Ha coBpemeHHOM aTane
reHeTn4eckoe nccrneaosaHne nossonaeT Bam B 6onblnHCTBE
cnyyaeB NoATBEPAMTDL (BepudULMpoBaTh) ANarHos3.

Bbl MOXXeTe noTpaTtuTb MHOrO BPEMEHU, AEHer 1 CUi B MOUCKax
gpyroro avarHosa. U npu aTom Bbl TONbKO noTepaAeTe
AparoLeHHoe BpemMA, HeobxoanMoe AnA Havana okasaHusA
HemezneHHon nomolm Bawemy pebeHky.

Koraa AnarHo3 nocraBsrieH, 4eM paHbllUe HayaTo JsieyeHne, Tem
nyywe.

yXxoA 3A bOJIbHbIM MB / NEYEHUE MB

MB - 310 XxpoHuyeckaa 6onesHb, ¢ KoTopon Baw pebeHok 6ynet
XXUTb BCHO XWU3Hb. Heobxoammo, 4Tobbl nevyeHne 6bino
aleKBaTHbIM, YTOObl peOEHOK HE TOSIbKO BbIKWUSI, HO U XU B
ycrnoBuax, 6MM3KMX K HOpMasbHbIM.

Yxog 3a 6onbHbIM TPEbyeT creayoLLen Tepanmu:



PU3UOTEPANNA JIEFKUX - cousmnoTtepanua Heobxoamuma
Ha NPOTAXEHUU BCEN >KU3IHU.

dusmoTepanmA HasHa4aeTCA nevyalm Bpavom v COCTOUT U3
cepvu npoueayp unn yrnpaxHeHuin. OHa cnocob6CcTByeT O4UCTKE
BO3/[YXOHOCHbIX MyTeW, KOTOPbIE 3anofiHEeHbl rYyCTON MOKPOTOW.
Kypc cnepyeT HauyMHaTb, Kak TOMbKO TOYHO YCTAHOBIIEH AMArHo3.

dusmoTepanumio, Kak NpaBuso, cneayet NpoBOANTb
e VYTpoMm, Kak TonbKo pebeHoK BCTan, A0 3aBTpaka.
e [locne WKOsbl UNW Nepes CHOM.

O6blyHaA husmoTepanvA MOXET MEHATLCA MO COBETY Jlevallero

Bpaya unu uanoTtepanesTa. BpemAa nposeneHns 3aBncuT ot

COCTOAHMA Nerkux manbiwa. BaxxHo, 4Tobbl Bbl TO4HO cnegosanuv

MHCTPYKUMAM Balwero Bpaya nnun cdmnsmnotepanesTa. Ecnv Bbl He

3anoMHUNM ynpaXkHeHne, NonpocuTe Bpava

unu manoTepanesTa NokasaTb ero eLye

pas. BaxkHo, 4Tobbl hnsmoTepanmA ctana
eXeAHeBHOW NpuBbIYKOW AnA Bawwero
pebeHka, MOXHO Aaxe caenarb ee
3abaBou, NpeBpaTvB B Urpy.

[leTn 3a4acTylo cuuTaloT, 4TO
dusnoTepanua - 3TO NOMexa B XXU3HU, U
HaxoAAT pasHble cnocobbl n3beratob ee.
Bawm cnepyeT 6bITb TBEpALIMM C CaMOro
Hayana v He no3BonATb pebeHKy
komaHpoBaTb Bamu. MoxeT crnyuutbea,
4YTO K Havany neyebHbIX npouenyp
pebeHOoK 6blIn1 04eHb cnabbii 1
60ne3HeHHbIN. Bbl YyBCcTBYETE
BUHY nepes HAM 1
XOTUTE CHUTaTbCA C
ero >enaHuAMU.

dusnoTepanuna TpyaHa, NOCKOMbKY TPebyeT ANCLMMMUHBI U YCUUIA
oT Bac n ot pebeHka. [MoMHWTE, 4YTO 3TO Ne4YeHne — camoe
nyywee ana pebeHka, NO3TOMy He MponyckanTe npoueanypsbl,
MHa4e 3TO MOXET BONTU B MPUBbIYKY.

OTKALWTMBAHMUE - kawenb npu MB Heo6xoaum, noTomy
YTO OH NomMoraeT NPOYUCTUTb Nerkue.

Bam cnepnyeT 3actaBnATb pebeHKa KawnATb ¢ MasbiX NeT, 4Tobbl
yOaanuTb MOKPOTY. B LKone nnv B NpucyTCTBUM NOCTOPOHHUX
pebeHOK MOXeT CMyLLATbCA U NOAABNATbL XenaHue KalnATb.
VIMeHHO B 3TOM Cnyyae HaKomnmeHne MOKpOTbl MOBbILLAET
BEPOATHOCTb UHdeKUMN. Hukoraa He no3sonAnTe pebeHKy
CTECHATLCA KalATb BO BpeMA hm3noTepanum unn B Te4eHne
OHA. Kawenb y HopManbHOro pebeHka MoXeT CNy>KUTb NPU3HAKOM
npocTyAbl, HO ANA Bawero pebeHka - 3T0 OCHOBHOM Cnocob
NPOYUCTUTb Nerkue.

CIMOPT - cnopT u huanyeckme ynpaxHeHUA o4eHb BaXHbl.

MoxkHO HayaTb Tonbko ¢ dmanoTepanun. OgHako, ecnm Ball
pebeHOK UMeeT >enaHnme 1 BO3MOXHOCTb 3aHUMAaTbCA CrOPTOM,
TO 3TO MOMOXET eMy KalunATb N n36aBnATbCA OT MOKPOThI. [pun
perynApHbIX 3aHATUAX OH OKPEMHEeT, CMOXET Nyulle AblaTb.
MopnepxuBante y Manbiwa xenaHve nenartb faxe nerkve
ynpa>kHeHWA, HO He HaBA3bIBaNTe Ux emy. He mewwanTte emy
3aHMMAaTbCA CMOPTOM, MOCKOSIbKY 3TO MOXET eMy CUTbHO MOMOYb.

Kako#t Bug criopTa Bblbpats?

370 3aBMCUT OT pebeHka N MEeCTHbIX ycrnoBuii. CnopT xopoLu
no6on, nuwwb 6bl pebeHoK norny4van yaoBONbCTBUE.
PekoMeHayloTCA aKTUBHbIE YTPaXkHEHUA, Koraa pe6eHoK XOpOoLLO
[BUraeTcA, MalweT pykamu 1 rmy6oko AbiwmnT. K Takum Buaam
oTHocATcA dyToon, Bonenbon, nnaBaHue, ber.



AHTUBUOTUKU - o4eHb Ba)kHble NeKapcTBa, 4Tobbl
COXpPaHUTb Masbilly 340POBbEe U XXU3Hb.

LLInpoko npumeHsieMble BO BCEM MUPE aHTUOBUOTUKU ybuBatoT
6aKTepuin, KOTOpble NONaJaloT B fierkme pebeHka u  nomorarot
npoANUTb XU3Hb 60nbHOrO0 MB.

BpemeHamm pebeHok byneT nonyyarb aHTMBUOTHKM YacTo v
nogonry. BbiBaeT, 4To TabeTKU MOXHO MOTaTb, OAHAKO CUSbHbIE
npenapaTbl nosaraeTcA BBOAUTL MPAMO B KPOBb (BHYTPMBEHHO). B
3TOM cryyae pebeHKa MOryT rocnuTanMaupoBaTtb. B HeKoTopbIx
CcTpaHax aHTUBUOTUKM Y>Ke MPUMEHSIOT B BUAE VHTaNALMNA.

VHorga poanTteny 6ecnokoATcA O TOM, YTO NMPUEM MHOMMX CUJTbHbIX
aHTUOMOTNKOB MOXET HaHecTu Bpen pebeHky. JTo He Tak. Bo
MHOIrmMxX nccnegoBaHMAX goKas3aHo, 4To BOS,D,GVICTBI/IG aHTNBMOTMKOB
Ha MB peTtelt Bcerga 6naronpmATHO.

BakTepuu, 3acenatowme nerkve, Bceraa nbiTaloTcA NpPUCnocobmTbeA
K CTapblM aHTMbMoTMKam, W npuxoamuTcA paspabaTtbiBaTb HOBblE
nekapcTBa, 4Tobbl 60poTbCA C HUMK. [0 3TON NpUYNHE 0BbIYHbIE
nekapcTsa npu MB He npuMeHAIOTCA, 1 HOBble Ha3BaHWA 3ByYaT
HEenpUBbIYHO.

NMPUBUBKU - BakuuMHauuA oauH U3 BaXXHbIX 3Tanos
npepoTBpaLweHna nHeKuun.

BakunHauma nomoxkeT Bam nsbexkaTb MHOrMX onacHbIX 60ne3Hen.
Baw pebeHok fomkeH o6A3aTenbHO Nony4uTb NPUBUBKY OT KOPW,
TaK Kak aTo 3abonesaHvie Hanbonee onacHo rnpu MB.

EOA N PEPMEHTbDI - sH3umMbI (naHKpeaTuyeckue fobasku)
KpaiiHe Ba)kHbl AJA NepeBapyMBaHUA NMULLK.

®EPMEHTbI

depMeHTbI MOAXKENYOOYHO Xeneabl noMoryT Bawemy pe6eHky
nepeBapuTb NiLLy, XOPOLIO HabupaTb BEC Y HOPMAJTbHO PacTu.

Bpau HayunT Bac, Kak cnegyeT npaBunbHO AaBaTb hepPMEHTbI, HO
Hago MOMHWUTBL cnegyowme npasunia:

e  ®epMeHTbI HY>KHO JaBaTb A0 MKW, MO COBETY JOKTOpPa, BO
Bpema efbl

e  (depMeHTbl He HY>XXHO AaBaTb Nnocne eapl

e depMeHTbI He HYXHO XeBaTb. Ecnv Heobxoanmo, MoXHO
OTKPbITb Kancyny v Aatb Masbilly NpPOrfoTUTb COAEePXKUMOE.

e Hapo nomo4b pebeHKy HayuYUTbCA rmoTaTh Lenyto Kancyny ¢
camoro paHHero Bo3pacTta. MoXHO HaunHaTb ¢ 4-5 net. [noTaHne
MOXHO CAenaTtb Urpoi, Koraa Masbil yYUTCA roTaTh BapeHble
PUCOBbIE 3EPHbILLKM (FOPOLLMHKY UMK YedeBuLy), 3annsan cambiM
NO6VMbIM HAaNUTKOM. [10TOM MOXKHO NepenTn K npeagMeTam
6onbLUMX pa3mepos, HanpuMep, daconb Unm 606bl.

He Hapgo aenaTb M3 npouecca rMmoTaHnA KPYMHOro cobbiTuA,
nHaye pebeHok byaeT AymaTtb, YTO 3TO O4eHb TPyAHOE Aeno.
Mo>xHO B nepBoe BpemA NMOOLPATbL Manbilia, Koraa OH NpornoTun
kancyny. Ecnn manbiw xopoLuo rnoTaeT, ero He ucnyraet
kancyna. lNomHuTe, 4To Baw cTpax n HeyBepeHHOCTb
nepenatTcA pebeHKy 1 MOoryT emy nomeluaTb.

e Hwukorga He paBaviTe pebeHKy efy A0 TOro, Kak OH MPUHAN
hepmeHTbI. cknto4eHmneM MoryT 6bITb TONMbKO (PPYKThI,
dpyKTOBbBIE COKM M BoAa. Ecnu Bel 3a6binn gatb hepmeHThbI
nepea nosiHoW efjon N NErkum 3aBTpakom, nuiia He byneT
nepesapeHa 1 He NONAET Masbllly BrPOK.

NMOMHUTE

e HacTon4mBo yynTe pebeHKa NOCTOAHHO MPUHUMATb (DEPMEHTbI
nepen enow. Bel 4ONXKHbI CTaTh NPUMEPOM AnA Masbiwa 1
HVKorAa He 3abbiBaTb 06 3TOM camu.

e B wkone Baw manbiw 6yaeT npuHuUMaTh hepMeHTbI cam.
CkaxuTe yunTtenio 06 ocobow cutyaumm ¢ enon u
HeobxoAUMOCTU MPUHATL Kancyny nepen 06eaom unv nerkum
3aBTPaKoM.

) ‘
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NMUTAHUE - xopoluee nuTaHMe O4eHb Ba)XXHO AnA
300poBbA pebeHkKa.

Kakyro nuigy Hapo aaBaTb pebeHKy?

Ona peteir, 6onbHbix MB, HeT cneunanbHon aneTbl. Baw manbiw

[OSKEH MoslyyaTh coanaHCMpoBaHHYO HOpMasibHYO nuuy. OHa

[OIKHa BKIIoYaTh:

e BenKku 1 Xnpbl, KOTOpblE COAEPXKATCA, HanpuMep, B MOJIOKe,
MAce, KYpUHOM MAce, pbibe, Anuax, cbipe.

®  BbICOKOKaNOpUIHYIO NuLly: KapTodesb, TbIKBY, MaKkapoHsbl,

puc, caconb, xneb 1 monoko. logutca noboe KunaYeHoe unm
nacrtepnsoBaHHOe MOJIOKO.

HeT Hukakux orpaHnyeHun B ege. Manbiw MoXeT nony4vaTb Bce,
BK/IOYaA Macso U cyxue 3aBTpaku. [uwa [onkHa nomoYb
pebeHky 60opoTbcA ¢ NobbIMU MHeKUmMAMN. ECTb nydie B
onpenenieHHoe BpeMA, U BCeraa NpuHUMaTh chepMeHTbl nepes
enon. Baw manbiw fOMmKeH eCTb CTOMbKO Xe, CKONbKO
HOpMasbHbI PE6EHOK, HO YPOBEHb KanopUAHOCTU AOMXKEH BbITb
BblLe, YTOObI XBaTaN0 CU COMPOTUBATLCA UHGEKLNOHHBIM
6ones3HAM. [uTaTenbHble 3aBTPaKu Mexay OCHOBHOW enon
Ba>kHbl, HO He criefyeT HEMpepbIBHO UX AAaBaTb B TE€YEHNE OHA. 2-
3 BbICOKOKaNopuiiHbIX NMpMemMa UM B AeHb B camblil pas. He
cnepyeT faBaTb CNaAKoe Mexxay npvemaMu nuwy Unn BMecto
enpl.

Korpa pebeHoK cTaHeT cTaplue, OH AOSKEH YCBOWUTb, HTO XopoLlee
nMTaHne — 3TO YacTb fedvenunA. Jlydwe He obelarb Manbiy
noaapkuM 3a TO, YTO OH NoecT. [JaTb Y4TO-HUOyAb BKYCHEHbKOE
nocne enpl - apheKTnBHeeE.

[etn ¢ MB TepAloT 6onblue conu, 4em 06bI4HO, 0COBEHHO, ecnn
OHM CWJIbHO MOTEI0T. ATO NPOVUCXOANT NETOM MW NOCNe 3aHATUN
crnopToM. Hago aasatb pebeHKy A0CTaTO4HO XUAKOCTU 1 Bpay
MOXeT AOMOMHUTENbHO NPONMcaTh CoMb B TabneTkax.
McKycCcTBEHHO apoMaTu3npoBaHHble HaMUTKN He PEKOMEHAYIOTCA,
TaK Kak OHV CO3JatoT BreyaT/ieHne CbiITOCTM U MOryT mMelarb
npuemy Hy>KHOWM N KanopuUAHOW NULLN.

Ansa opraHun3auun rnpaBnsibHOro NUTaHnAa TO4HO cne,qyﬁre
coBeTamM Bpad4a unv gnertorsiora.

yXoAa 3A BOJIbHbIM MB HEJIEFOK, Ho Bce poautenu
y4yaTtcA BOBpeMA NoMoratb CBOeMy Manbilly.

CHayvana 370 KaXXeTcA TPyaHbIM, HO KOraa Bbl MPUBbLIKHETE, YXO[,
cTaHeT 06bI4YHOW PYTUHON. JledyeHne Haao NPOBOAUTL BCHO XKU3Hb,
1 3TO O4eHb OTBETCTBEHHbIA MOMEHT. VIHoraa poautenu
COMHEBAIOTCA B HEOHXOAMMOCTU NEYEHNA N AYMAIOT, YTO KTO-
HNOyab MOXET BblneynTb MB. MHorne ueHTpbl B pa3BuTbIX
CcTpaHax MLyT HOBblE MyTU NEYEHWA, HO MoKa 3aMEeTHbIX YCNEeXoB
HeT. Bo3MOXHO, B byayliem reHoTepanua Uim 4YTo-TO eLle MoryT
NOMOYb PeLInTb 3Ty Npobnemy.

VHorpa pogutenu comHeBatoTcA B gnarHo3e MB un
0TKasbIBalOTCA OT nevebHbix npoueayp. Ho nevenuio MB
HeT BOMWeOHbIX anbTepHaTne. OCTaHOBKM B NEYEHUN Unu
nepepbiBbl B MOCELLUEHUN CMELMann3vpoBaHHbIX
neYyebHbIX LEHTPOB TOMNbKO YKOPayMBaloT XU3Hb
nauveHTa. lMogo6Ho useTy rnas, MB BpoxaeHHoe
CBOWCTBO OpraHn3mMa, KOTopoe He MOXET UCYE3HYTb.
370 - B reHax.

MoMHWTE Takxe, 4TO ecnn pebeHOK 340poB
— 9TO CNEeACTBME XOPOLLEro TIeHeHUA 1
Bawero yxoaa. dusnotepanuio u
hepMeHTbI HeMb3A OTMEHUTD, Aaxe
ecny Manbliw XopoLo cebA

YyBCTBYET.

Bam Hafo xoauTb K Bpady ropasio
yaule, ecnu pebeHok cnab unm
6oneeT, 0CO6EHHO eCrn YCnoBuA
N3MEHWUNUCL K xyawewmy. MNposepbTe
BMeCTe C Bpa4yoMm, 4TO:




e JleyeHue BegeTcA BEPHO
L d)epMeHTbI N aHTUOMOTUKN OatoTCA B HY>XHbIX 403aX
e ®duanoTepanusa BbINONHAETCA KOPPEKTHO

Ecnu Bce BepHO, Hy>kHO 06criefoBaTh Marnbllia, He MofyYun v OH
HOBYIO NTErOYHY0 MH(EKLMIO WU NCKATb UHbIE NMPUYUHDI
HepomoraHuA. MoxeT noHafobuTbcA noceleHne 60MbHULbI AN
BHYTPMBEHHbIX NHBbEKLUMI. Ecnu manbiwy He nomoratoT
dusmoTepanmAa 1 hepmMeHTbl - Heobxoamma cpovHas
rocnvTanuaaums.

BOJIbHULIA.

OA4MH 13 YacTbIX BONPOCOB POAUTENEN 3BYYUT TaK: «A He
noaxsaTuT pebeHoK elle 4To-HMbyap B 6onbHULE, 6onee TAXenoe,
yem MB?».

[MomelueHne manbilwa B rocnuTanb 03HavaeT, 4TO Hado nogobpartb
HOBBIN TN @aHTUOUOTUKOB ANA 60pPbLObI C NErOYHOW H(EKLMEN.
[MNonb3a 3TOro nepeBelwnBaeT KpaHe HU3KUIA pUCK "noauenntb”
YTO-TO eLlle.

CTOUMOCTb NNEYEHUA.

JleyeHne MB o4eHb JOPOro, CTOMMOCTb aHTUONOTUKOB U
rocnuTanm3auum Bbicoka. B HEKOTOPbIX €BPOMENCKNX CTpaHax aTu
pacxonbl 6epyT Ha ceba cny6bl 34paBOOXPaHEHMA.

Ecnu Takoi nomowm HeT, Bam Hano o6paTuTbCA B MECTHbIE

aAMUHUCTPaTVBHbBIE OpraHbl. B HEKOTOpbIX criydanx ny4iue, ecnu
obpaaeTca oblwecTBo poauTenen aeten ¢ MB, yem oTaenbHble
CcembM.

POOHBIE U APY3bA.

Bl BbibupaeTe camun, KOMy 1 Koraa pacckasaTb 0 601e3Hn

pebeHka. [oB3pocnes, pe6eHOK cam peLnT, KOMY U YTO
pacckasbiBaTb. HekoTopble 60MbHbIE NPeAnoYnTaloT HUKOMY He
roBOpUTb O CBOMX Mpobnemax,  Takoe pelleHune creayeT Tak Xe

npuseTcTBOBaTh. OAHAKO MHOrAA MOME3HO U XO4YETCA C KEM-TO
noroBopuTb 0 60ne3HN, 0CO6EHHO ecnv pebeHOK faBHO 6oneer.
HekoTopble ceMbl HAaXOAAT YTELWEHVE B PENUTAN U MONUTBE.

BAXHO, YTOBbl BPATbA N CECTPbIl 3HAJIU
O BOJIE3HMW.

[onbiTanTecb 06BACHUTL UM BaXKHOCTb €XXeQHEBHOIo npuema
nekapcTB, husnoTepanum 1 BU3NTOB K Bpady. Bcerga nomorante
MM MOHATb CUTyauuio, OTBEYanTe Ha BCce Ux Bonpockl. He
3abbiBaniTe, YTO OHM TOXE Hy>AaarTcA B Bawen nobsm n Bawem
BHUMaHWW.

Bbl MOXXETe 04YeHb ycTaTb, OAHOBPEMEHHO paboTas no AoMYy U
yXxaxkuBan 3a mManbiwom. PoaHble — 6a6yLIKW U OeAyLKW, TETU 1
KpecTHble 4acTo MOryT noMoyb Bam. OHY MOTyT npucMaTpuBaTh
3a 60MbHbLIM UNK ApYruMy AeTbMU, KOraa Bbl yCTanm, unv caenartb
UHyto paboTy. OHM Takxe MOryT NMoMoyb ¢ hmanoTepanve.

[MonesHo NocBATUTL BIM3KUX POACTBEHHUKOB U Apy3en B
cUTyaumto 1 pacckasaTb MM 0 MB. Bbl MOXeTe TakxXe HayunTb UX
oKasblBaTb NMOMOLLb B yXaXkmBaHuu 3a pebeHkoM. bes noHnmanua
60Me3HM UM He NMOHATbL BaXKHOCTU BU3UTOB K Bpady u
ynpaxkHeHun. Korga pebeHoK XOpOoLUO BbIMIAAUT, TPYAHO
npeacTaBUTb, YTO 3TO 6narogapsa yxoay U 4To 6e3 fieyeHna oH
cpasy 3aboneet. Ecnu Bbl 4yBCTByeTE, YTO POAHbIE MELLAIOT BaM
ne4vynTb Manbilla 1 He NOHUMAaKT Ballnx O6'bF|CHeHI/II7I, cnenyet
CXOANTb BMECTE K Bpayy, YTO6bl JOKTOP MOrOBOPWIT C HUMMW.

Bam Hy>XHO ObITb CUJTIbHbIMU, YTOObI NOMOYb PebeHKY
6opoTbecA ¢ 6onesHblo.

Pe6eHKy TAXEeNO Ne4YnTbCA, HO Bbl AOJKHbI NpeceKaTb NoMnbITKU
oTKasartbcA OT aToro. B NHTEepecax Bawero peﬁeHKa He
npekpawiaTtb nevyeHne n He CHUXXaTb 403y hepMeHTOB, obbema
cbm3v|0Tepanv||/| N He OTNbIHMBaTbL OT NMOXOA0B K Bpayy.

11
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Kpowme Toro, 4to y Hero MB, Bo Bcem ocTanbHOM Baw pebeHok
abCcontoTHO HopMareH.

OH 6yneT yunTbCA M pa3BMBaTbLCA TakXKe, Kak octanbHble agetu. OH
6yOeT NpocTy>aTbCA, Y HEr0 MOXET 60neTb ropsio, OH MOXeT
YWNOUTBLCA UNN MOPaHUTBLCA BO BPEMA 3aHATUI CMIOPTOM U UrpPbl,
Kak 1 Bce.

Hapo yuntb pebeHka camoCTOATENbHOCTH, KOraa OH NOAPacTET, U
6yneT cam OTBeyvaTb 3a CBOe fiedeHne. ATo creadyeT Aenatb
nocTeneHHo. [py3 OTBETCTBEHHOCTM 3a JIe4eHre He cnepyeT
MOSIHOCTbIO MepeknaabiBaTh Ha ero nneyn. Pe6eHok He MoxeT cam
cneauTb 3a nevyeHmeM, ocobeHHo noka oH Man. K 18-19 rogam
pebeHoK cTaHeT 605ee caMoCTOATENbHbIM, HO TPYAHO
paccunTbIBaTh, YTO OH ByAeT TakuM e OTBETCTBEHHbIM, Kak
B3pOC/bIi. [OCTENEHHbIN Nepexon 0TBETCTBEHHOCTU 3a Nle4YeHne K
caMomy 60f1bHOMY AOSMKEH NPOXOAMUTb MOA, NOMHbIM KOHTPONEM.
Jlyyqwe nopbappvBaTh pebeHka K NpUHATUIO Ha cebA
OTBETCTBEHHOCTU, YEM HaBA3bIBATb 3TO pelueHre. Takum obpasom,
Bam cnepyet paboTaTb BMecTe C pe6eHKOM, Y4TOBbl rapaHTUMpoBaTb
NPOAO/KEHME NIeYeHMA B NOSIHOM o6beme.

I'IOMHI/ITE HUKTO HE BUHOBAT, YTO 3TO MB.

Hwn Bbl, HM Bawa cembs, H1 pebeHOK He JOMKHbI UCMbIThIBATb HU
ManenLwiero cTolga n3-3a 60nesHn

e Ecnu feTu CMyLLaloTCA, OHU HAYMHAKT yTavMBaThb 3TO OT APY3ei U
3HAKOMbIX, MOTYT NMPEKPATUTb NPUEM NeKapcTB 1 60ATLCA
KawnATb NPy BCEX.

e Bal pebeHoK [OMmKeH YyBCTBOBATb, YTO €ro JIIOBGAT TaK e, Kak 1
LOpYryX.

BALLl PEBEHOK OCOBEHHbIW. Bbl HE OHW.
Ana nonyyeHna nHgpopmayumn obpalyantTecno:
Poccua: Beepoccuiickan accouvauma MB, Poceuiickuin LeHTp MB, MockBopeube, 4. 1,

115478, Mocksa. ['0cyjapCTBEHHbI 1CCNeaoBaTeNbCKUI MYNIbMOHOMOTMYECKUIA LIeHTP, Y.
PeHTrena, 12, 197089, CaHkT-lNeTepbypr, Poccua

Austria: Austrian CF Association, Himmelreichweg 8, A-6112 Wattens

Belgium: Assoc. Belge de Lutte contre la Muscoviscidose,

Belgische vereniging voor strijd tegen Muscoviscidose, J. Borlélaan 12, 1160 Brussels, Belgium
Bulgaria: Cystic Fibrosis Assoc. of Bulgaria, Research Institute of Pediatrics,

Medical Academy, D. Nesterov str.ll, 1606 Sofia, Bulgaria

Czechoslovakia: The Club of Parents and Friends of Children with CF,

Bitouska 1226/7, Praha 4 140 00 Czechoslovakia

Denmark: Danish Cystic Fibrosis Association, Hydrebakken 246, DK-8800 Viborg, Denmark
Estonia: Estonian Cystic Fibrosis Society (ECFC) 23 Riia St. Tartu, EE2400, Estonia

Finland: Pulmonary Association Heli, Hoikka Resource Centre, Hoikantie 15,

FIN -38100 Karkku, Finland

France: Association Francaise de Lutte contre la Mucoviscidose, 76, rue Bobillot, 75013 Paris,
France, et SOS Mucoviscidose, ZAC de la Bonne Rencontre, 1 voie Gallo-Romaine,

77860 Quincy-Voisins, France

Germany: German CF Association (Mukoviszidose e.V), Bendenweg 101, D-53121 Bonn, Germany
Greece: Hellenic Cystic Fibrosis Assoc., Parashou & Papathimiou Str. No.6, Athens 11475, Greece
Hungary: CF Foundation, H1124 Burok-u 15, Budapest, Hungary

Iceland: Cystic Fibrosis Assoc., of Iceland, Barnaspitali Hringsins, Landspitalinn v/Baronsstig,
101 Reyjavik, Iceland

Ireland: Cystic Fibrosis Assoc. of Ireland, CF House, 24 Lower Rathmines Road, Dublin 6, Ireland
Israel: Israel Cystic Fibrosis Assoc., 5 Shderot Hayeled, Ramat Gan, Israel 52444

Italy: Lega Italiana delle Associazioni per la lotta alla Fibrosi Cistica, presso Ospedale Civile
Maggiore, Piazzali A. Stefani 1, 37126 Verona, Italy.

Luxembourg: Association Luxembourgoise de Lutte contre la Mucoviscidose asbl (ALLM),
B.P.212, L-3403 Dudelange (Luxembourg)

Macedonia: Macedonian Cystic Fibrosis Association (MCFA), CF Centre-Pediatric Clinic,
Vodnjanska 17, 91000 Skopje, Macedonia

The Netherlands: Bureau NCFS, Dr. A. Schweitzerweg 3, 3744 JN Baarn, Netherlands
Norway: Norwegian Cystic Fibrosis Association, Postbox 4568 Torskov, 0404 Oslo, Norway
Poland: Polish Society Against Cystic Fibrosis, 32-510 Jaworznol, ul. Chopina 61, Poland
Portugal: Associacao Portuguesa de Fibrose Quistica, Apartado 9824,

1911 Lisboa Codex, Portugal

Romania: Romanian CF Association, Str. Gh. Doja nr.14, 1900 Timisoara, Romania

Russia: National Russian CF Association, Russian CF Centre, Moskvozeshie 1, 115478 Moscow,
and State Research Centre for Pulmonology, Roentgen st.12 197089, St. Petersburg, Russia

Spain: Federacion Espanola de F.Q., Av. Campanar - 106, 30 6a, 46015 Valencia, Spain
Sweden: Swedish Cystic Fibrosis Association, Box 1827, 751 48 Uppsala, Sweden
Switzerland: Schweizerische Gesellschaft fiir Cystische Fibrose (Mucoviscidose), Bellevuestrasse
166, 3095 Spiegel/Bern, Switzerland

Turkey: CF & Pediatrics Respiratory Disease Association, Hacettepe University,

06100 Ankara, Turkey

Ukraine: National Academy of Sciences of Ukraine, Institute of Molecular Biology and Genetics,
150, Zabolotnogo Str., Kyiv 03143, Ukraine

United Kingdom: Cystic Fibrosis Trust, 11 London Road, Bromley, Kent BR1 1BY, UK



