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AHOTALIA
Beryn

3a ocTaHH1 ACCATUIITTS PE3yJIbTAaTH JIIKyBaHHS JIFOAEH 13 MyKOBICIIMI030M 3HAYHO
nokpammirica. BogHodac e mpu3Besno 10 3pOCTaHHS HEPIBHOCTI MK KpaiHaMu 3
BHUCOKHM PIBHEM JIOXOJTy Ta I00pe PO3BUHEHUMHU CUCTEMaMH OXOPOHH 37J0POB’S 1
KpaiHaM¥ 3 HU3bKUM Ta CEpeHIM piBHEM A0X0.y. Ll HEpiBHICTh OXOIUTIOE BCi
eTany HaTaHHs TOITOMOTH — BiJl TPOrpaM HEOHATATLHOTO CKPUHIHTY,
JIOCTYITHOCTI Cy4acHOI IIarHOCTUKY Ta TEHETUYHOTO TECTYBaHHS 710 3a0€3MeUCHHS
NAIIE€HTIB CTAHIAPTHOIO TEPAITIEIO.

MeTtoau Ta pe3yjabTaTH

VY cTaTTi ONKMCaHO OCHOBHI MI>XKHAPO/IHI 1HIIaTUBUA €BPOIEUCHKOr0 TOBApUCTBA
mykoBicuunio3y (ECFS), 30kpema:

o EBpONEHCHKUMA PEECTpP MAIIEHTIB 13 MYKOBICIIHI030M;

« Tporpamy Twinning, sika 00'eIHy€e IIEHTPH MYyKOBICIIMI03Y 3 Pi3HUX KpaiH
TS TpoheCIMHOT0 HACTAaBHMIITBA Ta CITIBIIpAIli;

« ocsitHiO niporpamy ECFS.

BucHoBKHn

€Bporneicbke TOBAPUCTBO MYKOBICIIUI03y BU3HAE HEPIBHICTD Y JIOCTYTI 10
MEJIMYHOI JJOTIOMOTH OJHI€I0 3 HAWBAKIIMBIIIIUX MPOOJIEM CyJacHOCTI Ta Yepe3
CBOT MPOTpaMH MparHe MmaATPUMyBaTH JIIKapiB, MAIIEHTIB 1 POJIMHU B KpaiHax 13
HU3BKUM Ta CEPEIHIM PIBHEM JI0XOTY.



1. Beryn

Croroani 1o0pe BiIoMO, III0 MyKOBICITI/I03 3yCTPIUa€THCS B YCIX pErioHax CBITY.
[TpoTe noci momMpeHuM 3aIUIIAETHCS TBEPPKEHHS, IO 1€ «HANMOINpPEHIIIe
CTaJIKOBE 3aXBOPIOBAHHS cepejl JIIoJIei eBporeoinHoi pacw». Take GpopmymoBaHHs
MIATPUMY€E XHUOHE YSIBJICHHS, HIOU MYKOBICIIMJI03 HE TPAILIIETHCS CEPET
MPEJACTAaBHUKIB 1HITUX €THIYHUX TPYIIL.

Came 11 MOMHJIKOBA JyMKa CTalla OJHI€I0 3 IPUYUH TOTO, IO B 0arathox KpaiHax
3aXBOPIOBAHHS JIOBrO 3AJIMINATIOCS HEPO3IM3HAHUM a00 JI1IarHOCTYBAJIOCH 13
3aIi3HEHHSIM, 10 0€3M0CEePEHbO BIUTMBAJIO HAa TPOTHO3 KUTTS MAIlI€HTIB.

[le#t crienianbHUN BUITYCK KypHAITy Ma€ Ha METI 111€ pa3 MiJKPECIUTH:
MYKOBICIIH/I03 € 3aXBOPIOBAHHAM, SIK€ MO’Ke¢ BUHMKATH Y JIIOJAeH OyJAb-KOI0
MOXO/’KE€HHSI, He32JIe2KHO BiJl €eTHIYHOI MPUHAJIEKHOCTI YU KPAIHH
NPOKUBAHHS.

barato kpaiH 13 HU3bKHUM Ta CEPEIHIM PIBHEM J0XOJly CTHKAIOTHCS 13 CEPHO3HUMU
TPYJHOIIIAMH B OpraHi3alii SKICHOT JOIIOMOTH JIIOJSM 13 MyKOBIcIUA030M. [0
OCHOBHHUX TPOOJIEM HaJIekKATh:

e HepocTaTHE (pIHAHCYBAHHS CHCTEMHU OXOPOHH 3JI0POB'S;

e HASBHICTH IHIIUX IMPIOPUTETHUX MEAUYHHUX 1 COLIATBHO-EKOHOMIUHHUX
npoOJieM;

o (pparMeHTOBaHICTH CUCTEM OXOPOHHU 310POB'S;

o reorpadiuHi 6ap'epu, 110 YCKIATHIOIOTH IOCTY MAIlI€EHTIB J0
CHeI1aIi30BaHuX LIEHTPIB.

Kpim Toro, icHytoTh crieriiiuHi TPy IHOIIII, XapaKTepHi came I MyKOBICIIHI03Y:

¢ HM3bKA 0013HAHICTH JIIKAPIB 11010 KJIIHIYHUX MPOSBIB 3aXBOPIOBAHHS;

e BIJCYTHICTh MPOTPAM HEOHATATBLHOTO CKPUHIHTY;

e HEJIOCTAaTHS KUIbKICTh OOJaJHAHHS JJIs1 TPOBEACHHS MOTOBUX MPOO;

o 0OMEXEHMI TOCTYM JI0 FTeHETUYHOI 11arHOCTUKU;

o HAaJ3BUYAITHO BHCOKA BapTICTh JIIKAPCHKUX 3ac001B, siKa JUIsl 0araTboX KpaiH
3AJIMIIAETHCS HEMOCUIBHOKO.

VY 1i#i cTaTTi aBTOpHU, CIIUPAIOYUCH HA JOCBiT poOOTH B €BpONeHCEKOMY
toBapucTBl MykoBiciin103y (ECFS), nemoHcTpy10Th, sik mpodeciiiHi HayKoBi Ta
MEJIUYHI OpraHi3auii MOXYyTh CIPUATH MOKPALIEHHIO JOTIOMOTH JIFOJIAM 13
MYKOBICIIMJIO30M y PI3HUX KpaiHax CBITY.

CratrTs IpyHTYETHCS HA TPAKTUYHOMY JIOCBI/Il aBTOPIB SIK KEPIBHUKIB MPOTPaM
ECFS, a Takox Ha Cy4acHMX HayKOBUX MyOJIIKaIlisIX, IPUCBSIUEHUX II100aIbHIN
HEPIBHOCTI Y HaJJaHH1 JOTIOMOTH TMAaIlIEHTaM 13 MyKOBICIIUI030M. Y Hiif
npeacraBieHo MbxHapoHi iHimatueu ECFS, pe3ynbTaT SSKux yxe miaTBepIKeH1



IPAKTUKOIO, a TAKOK BU3HAUYEHO HAIIPSIMU, 110 MOTPEOYIOTh MOAAIBIIOrO
PO3BUTKY.

€Bponeiicbke ToBapucTBo MmykoBicuunaosy (ECFS)

€Bponeiickke ToBapucTBo MykoBicuuao3y (European Cystic Fibrosis Society,
ECFS) — e mixkHapoiHa CIIBHOTA HAYKOBIIIB 1 MeAMYHUX (DaxiBIIiB, SKa
00'eIHy€ €KCTEePTiB, BIJ/IaHUX MOKPAIICHHIO TPUBAJIOCTI Ta SKOCTI )KUTTS JIOACH 13
MyKoBicI1030M. CBoI0 Micito TOBapuCTBO pealtizye MIITXOM PO3BUTKY HAYKOBHX
JOCTIIKE€Hb, OCBITH Ta BIPOBAPKEHHS BUCOKUX CTaHIAPTIB MEIUYHOT JOMIOMOTH.

Unenamu ECFS MOxyTh OyTH HE JIMIIIE MEMYHI MPAIlIBHUKU Ta HAYKOBIII, a i
Mali€eHTChKI OpraHizaliii, J10/1, K1 )KUBYTb 13 MYKOBICIIUI030M, iXHI POJIMHH Ta
MpeACTaBHUKU (papMaIieBTUUHOI raay3i.

OcHoBHuMU Hanpssmamu AisibHOCTI ECFS €:

« E€Bporeiicbka Mepexa kinHiuHuX gochipkeHs (Clinical Trials Network,
CTN);

o E€Bporelicbkuil peecTp namieHTiB 13 mykosiciuao3om (European CF Patient
Registry);

« mnporpama «CTanaapTu Meau4uHoi ronomorm» (Standards of Care);

« ocsitns mwardopma ECFS;

« BumaHHA odimiiiHOro HaykoBoro xypHainy Journal of Cystic Fibrosis.

KepiBauku nux nporpam BxoasTh a0 ckinany [Ipasninua ECFS pazom i3
[Ipesunentom, Binenpesunentom Ta oOpanumu uieHamu ToBapucTaa.

MixknapoaHa cniBnpaust

ECFS aktuBno cniBmparoe 3 Cystic Fibrosis Foundation (CFF) y ITiBHiunii
Awmepuiii.

Cepen npuKIIaaiB TaKoi CITIBIIpAIIi:

« (piHaHCOBa miATpHUMKa €BpPONENCHKOI MEPEX] KITHIYHUX JOCIIKEHb
(CTN);

e CIHiJbHA EKCIEPTU3a MIKHAPOIHUX KITTHIYHUX JOCIIKEHbD;

e TapMOHI3AIlISA CTAHJAPTHUX OTEPAIHHUX MTPOIIEIYD;

¢ CHUIbHI HayKOBI IMyOJIiKaIlli Ha OCHOBI IaHUX €BPOINEWCHKOIro Ta
aMEPUKAHCHKOTO PEECTPIB MAIIEHTIB.

Pe3ynbTaTu 1ux AOCIIKEHb YK€ BILIMHYJIN HAa PO3pOOKY CydyaCHHX MIXKHAPOIHUX
KJIIHIYHUX PEKOMEHAIIIN 13 JTIKYyBaHHS MyKOBICIIHJI03Y.



[Tpu ECFS nparrtoe Hu3ka cnenianizoBanux pooounx rpyn (Working Groups) 1
rpyn 3a npodeciitnumu inTepecamu (Special Interest Groups).

Po6oui rpynu 3aiiMarOThCsl TAKUMH HAMPSIMaMH:

e HEOHATAJIbHUI CKPUHIHT;

e JIIaTHOCTHKA;

o+ (hi3UUHA AKTUBHICTB;

o JIIKyBaHHS JIETEHEBUX 3arOCTPEHbD;

o TICHXIYHE 3JI0POB'S;

o TEJIEMEIUINHA,

e JOCTYI IO HOBUX METO/IIB JIIKyBaHHS;

e CydYacHI KJIITHHHI MOJeNI (emiTeii MMXadbHuX MIISXIB Ta KATITKOBI
OpTraHoiIn).

OxpeMi npodeciiiHi Tpynu MPeacTaBIsIOTh:

e MEIWYHUX CECTEp;

o (papmareBTiB;

e JIIETOJIOTIB;

o (pi3UYHUX TepareBTiB;

o (axiBIHiB 13 ICUXOCOLIATHHOI MIATPUMKH.

J{nst mokpareHHs B3aemoii Mix ycima nipodecisimu B ECFS nenonasno 0yno
CTBOPEHO OKpPEMY Mocaay MpeacTaBHUKA (PaxiBIiB CyMDKHUX MEIUYHUX
cnemiaibHocTel y ckiaal [Ipasminnas ToBapucTsa.

CuniBnpaus 3 Cystic Fibrosis Europe

ECFS Ticno cmiBnpairioe 3 Cystic Fibrosis Europe (CFE) — eBpomneiicbkoro
denepalliero HaIllOHATLHUX Ta PET1IOHAIBHUX MAIllEHTCHKUX OpraHi3allii, 10
CKJIaJly SIKOI BXOJATh NPEICTABHUKHU 39 KpaiH.

OcHosnoro Miciero CFE e:
e TPEICTABJICHHS IHTEPECIB JIIOJICH 13 MyKOBICIIUI030M Ta iXHIX POJIUH;
e TMIiJTPUMKA MAIIEHTOOPIEHTOBAHUX HAYKOBHUX JTOCIIIKEHb;

e CIPHUSHHS BOPOBAKCHHIO HAWKPAITUX CTAH/IAPTIB JIKYBaHHS,
e PO3BUTOK MIXKHAPOJIHOI CITIBIpAIll MIXK MaIllEHTCBKUMU OpTraHi3aIlisiMu.

ECFS Ta CFE peaini3ytoTh HU3KY CIUJIBHUX MPOEKTIB, CEPE] IKUX:

¢ MIDKHApOJHA Mporpama MicasAUIUIOMHUX HAYKOBUX CTUIICHIIN;



« mnporpama Twinning, sika miATpUMYy€ IIEHTPU MyKOBICIIUI03y B KpaiHax i3
O0OMEKEHUMHU PECYPCAMHU.

Y GaraThOX €BpOMENCHKUX KpaiHaX TaK0XX YCHIIIHO MPallOI0Th HalllOHAIbHI
MaIi€eHTChKI OpraHizallii, aKi MITPUMYIOTh JIFOAEH 13 MyKOBICITUA030M,
MOIIUPIOIOTH 1H(POPMAIIito PO 3aXBOPIOBAHHS, 3Ty4alOTh MAIlIEHTIB JO HAYKOBUX
JOCITIKEHB Ta 4acTo (PIHAHCYIOTh JOCIIITHUIIBKI TPOEKTH.

2. [loxosiaHHA perioHAJIbHOI HEPIBHOCTI

CorlanpHO-€KOHOMIUHA HEPIBHICTh MK KpaiHaMu €Bponu 100pe
3aJJOKyMEHTOBaHa.

Y BeMKOMY MI>XKHApOJHOMY JOCIIDKEHHI, ke oxomnuio maibke 32 000 aroaei i3
MYKOBICIIH1030M, OyJIO TTOKa3aHO, [0 Me/IiaHa TPUBAIOCTI KUTTS nepeButrye 50
pokiB. BoiHovac Mixk KpaiHamMu 1ICHYIOTh 3Ha4H1 BIIMIHHOCTI. [Ticns BpaxyBaHHs
KJIIHIYHUX (PAKTOPiB OYJIO BCTAHOBJICHO: YMM BHILMMHU € JIePKABHI BUTPATH Ha
OXOPOHY 310POB'sl, THM HHKYUM € PU3UK CMEPTHOCTI cepel JIloae i3
MYKOBIiCIIHI030M.

OpHak HaBITH 111 BIAMIHHOCTI 3HAYHO MEHIIII 3a Ti, [0 ICHYIOTh MK KpaiHaMu
CBITY.

Ha nepiumii norsisa Taki BUKJIMKA MOXKYTb 3/1aBaTUCS HE3/I0OJIAHHUMH ¥ BUKJIMKATH
BIIUyTTs Oe3cmiuis. [IpoTe aBTOpH HAroJIONIyIOTh: ICHY€E 0arato peaibHUX KPOKIB,
K1 BX€ ChOTOHI MOKYTh MOKPAIIUTH XKUTTS JIIOAEH 13 MyKOBICHHUI030M Ta
MIATPUMATH MEIUYHUX MPAIIBHUKIB Y PI3HUX KpaiHaX.

VY cTaTTi 3aMpOnoOHOBAaHO MIICTh OCHOBHUX HAMPSIMIB TaKOi pOOOTH:

1. ocsiTa Ta OOMIH 3HAHHSIMH;

aJIBOKAITIS JOCTYITY JI0 Cy4acHOI JIarHOCTUKH, MYJIbTHANCIUILUTIHAPHOT
JIOTIOMOTH Ta JIIKYBaHHS;

MIATPUMKA PO3BUTKY IIEHTPIB Y KpaiHax 13 HEJOCTATHIMU PECYpPCaMU;
PO3BUTOK JTOCIIIJIPKEHb Ta MI)KHAPOHUX PEECTPIB MAIIEHTIB;

MIJITPUMKA TAIIEHTIB 1 IXHIX POJINH;

PO3BUTOK MI>KHAPOIHOI CIIBMPAIll, IHKITFO3UBHOCTI Ta PIBHUX MOKIIUBOCTEH.
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Ilopiuni kondepenuii ECFS

€Bporelicbke TOBapUCTBO MYKOBICIIHI03Y IIIOPOKY MPOBOJUTH JIBI MIXKHAPOIHI
KOH(epeHIIii.

OcHoBHa MOpiYHa KOH(EPEHIlis 00'€JHY€ BCIX WICHIB MYJIbTUIUCIUILIIIHAPHOT
KOMaH/IM: JIIKapiB, MEAUYHUX cecTep, (PI3MUHUX TeparieBTiB, J1€TOJOTIB,
MICUXOJIOT1B, HAYKOBIIIB, IPEICTABHUKIB MAallIEHTCHKUX OpraHi3alliid, a TAKOX
dapmaneBTuyHOi Ta MeAMYHOI 1HTYCTpii. [Iporpama BriIrOYae HAyKOB1
CHUMIIO31yMH, YCHI JIOTIOBIl Ta MOCTEPHI MPE3eHTallli HOBUX JOCTIIKEHb.

Okpemo MPoBOAUTHCS KOH(DEpEeHIIis, TpUcBsIUYeHa (GyHIaMEHTAIbHIM HAayKOBUM
JOCITIJKEHHSAM, SKa OpiEHTOBaHa HacaMIIepe,l Ha MOJIOAUX HAayKOBIIB. BoHa
CTBOPIOE MOKJIUBOCTI JIJIs1 TPOheCIHHOr0 pO3BUTKY, HACTABHUIITBA Ta
dhopMyBaHHS MIXXKHAPOJHUX JOCTITHUIIBKUX KOMaH]I.

Boanouac ECFS Bu3Hae, 110 y4acTh y MIdKHapOJIHUX KOH(pEpPEHIsIX NoTpedye
3HAYHUX (PIHAHCOBUX BUTPAT, K1 i1 OaraTbox (haxiBILiB 13 KpaiH 13 HU3bKUM Ta
CEpEeHIM pIBHEM JOXOIy € CEPHO3HOI0 nepenkonorn. CaMe TOMy yacTuHA
JOTOB1/IeH 3anuCcy€eThes Ta myOmiKyeTbest Ha OcBiTHIM miatgopmi ECFS, o
pOOUTh CyyacHi 3HaHHSI TOCTYITHUMH HE3AJIEAKHO B1Jl KpaiHU MPOKUBAHHSL.

Ocsitna maargpopma ECFS (ECFS Education Platform)
UnenctBo B ECFS, sike € 3HaUHO €MIEBIINM ISl IPEICTABHUKIB CYMIKHUX
MEIUYHUX Mpodeciii Ta MalllEHTCHKUX OpraHi3alliid, BIAKPUBAE TOCTYM JI0
IIMPOKOTO CIIEKTpa HaBUaIbHUX MaTepianiB uepe3 OciTHio matdopmy ECFS.
Ha BinMiHy BiJl MDDKHAPOIHUX KOH(EPEHIIIH, OHJIalfH-HAaBUYaHHS €:

o JIOCTYIHIIINM;

e MEHII 3aTPaTHUM,;

o OLIBII THYYKUM;
e TaKWM, IO JI03BOJIIE€ HABYATHUCS Y 3PYUHUH Hac.

Came TOMY €JIEKTPOHHI OCBITHI PECYPCH MalOTh OCOOJIUBY IIHHICTD JJIs1 MEIUUHUX
MPAIiBHUKIB 13 KpPaiH 13 HU3bKUM PIBHEM JOXOAY.

OcHoBHi misi OcBiTHBOI IIaTGOPMH

ECFS nocraBusio nepes co0010 KijibKa BAXKJIUBUX 3aB/IaHb.



Hacamnepen- ctBoputH cydacHy HaBdaiibHY nporpamy (Curriculum), sika
OXOTUTIOBATUME BCl1 CIICIIAIBHOCTI MYJIBTHIUCIUTIIIHAPHOT KOMAH/IH, IO MPAITIOE
3 JIIOJIbMH, SIKi MAIOTh MYKOBICITHI03.

Mo 11i€l mporpaMu BXOISATh:

e TIEAIaTPUYHA JJOTIOMOTA;

e JIOTIOMOTA JIOPOCIUM TAIll€EHTaM;

e CECTPUHCHKA CIIPaBa;

o (hi3uuHa Teparis;

e JIIETOJIOTIS,

e TICHXOJIOTIYHA MiATPUMKA;

e IHIII CIIEMIAILHOCTI, 3aTy4eH1 J0 JIKYBaHHS MYKOBICITU03Y.

[TonepenHi pe3ynbTaTH CTBOPEHHS 111€1 Tporpamu Oyiu npeactasieHi Ha Konrpeci
ECFS y 2023 porii, a moBHa HayKoBa IyOJTiKallisg Hapasi MPOXOAUTh PEleH3yBaHHS.

MixkHapoaHe OCJIIIKeHHS OCBITHIX IOTpPed

{06 kpaiie 3po3ymiTu oTpedu npodeciiinoi cnuibHoTH, Y 2023 port ECFS
IIPOBEJIO MIKHAPOHE OHJIAWH-OMUTYBaHHS, SIKE TPUBAJIO YOTUPHU MICAILIL.

Y HbOMY B3sJId y4acTh 547 pecnoHaeHTIB i3 58 kpaiH cBiTy, 3HauHa YacTUHA
SKUX TIPEACTaBIIsAIA KpaiHU 3 HU3bKUM Ta CEPEAHIM PIBHEM JOXOY.

OnuTyBaHHS OXONWJIO MPEACTABHUKIB PI3HUX MPodeciii MyIbTHIUCUUTIITIHAPHOT
KOMaH/IH.

OcCHOBHI pe3yJIbTaTH MTOKA3JIH:

o 34% y4yacHHKIB KOPUCTYIOTHCSI OHJIAMH-OCBITHIMM TUIATGOPMaMU HIOTHKHS;

e 37% — momicsis;

e TIOHAJ MOJOBHMHA PECIIOH/ICHTIB YK€ BUKOPUCTOBYBaIM OCBITHIO
miatrpopmy ECFS;

e HaMBHIII OLIHKYA OTPUMAJIH SKICTh HABYAIIBHOTO KOHTEHTY Ta HOTO
MpaKTUYHA I[IHHICTb.

Haii6inpmr 3aTpeOyBannMu (hopmMaTaMu HaBYaHHS CTaJIH:

s HAayKOBI CTarTIl;
o BeOiHapu TpuBaiicTiO B 15 10 30 XBHIMH.



OTpuMaHi pe3yJIbTaTH CTaJIM OCHOBOKO JIJIS ITOAAIBIIOTO PO3BUTKY OCBITHBOT
nistmeHOCTI ECFS BiAmoBiAHO 10 peanpbHUX MOTped MiXKHAPOIHOT PpodeciitHOT
CHUJIBHOTH.

Hogi ocBiTHI iHiniaTUBH

Crmpatounch Ha pe3ynbratu 1boro gociimxeHHs, ECFS posmovano ctBopeHHs
HOBUX HABYAJIBHUX MaTEepiaiB.

Opniero 3 HAMYCHIIIHIIIMX 1HIIIATUB CTala cepis BIAKPUTUX BeOlHAPIB.

Jlume 3a onuH pik — 13 uepBHs 2024 1o yepBHs 2025 poky — Oyi0
3apeectpoBano Maiizke 2000 migkiaouensb 10 BeOinapis ECFS.

TemaTtuka BeOiHapiB OXOIUTIOBAIA IIUPOKUHN CIIEKTP MUTAHb JIIKYBaHHS
MYKOBICIIMJIO3Y Ta MiATBEpIuIa BUCOKUH 1HTEpeC MIXKHAPOAHOT podeciitHol
CHUIBHOTHU JI0 TaKOTo popMaTy HaBYAHHS.

Oco0auBO BaXIJIMBO, IO CEpEl] YYACHUKIB OyJIM MPEICTABHUKHU KPaiH 13 HU3bKUM
Ta CepeIHIM PIBHEM JOXOJYy, 30KpeMa:

o IHmii;

« Wopnanii;
o Mapokko;
o Anbanii;

« Kocona;

e MonaoBu;
o Ypyraamw.

[e cBimuuTH TIPO TE, 110 OHJIAWH-OCBITA CTaa €PEKTUBHUM IHCTPYMEHTOM
MOIIUPEHHS CyYaCHUX 3HAHb HE3AJIEKHO BiJl EKOHOMIYHUX MOMJIMBOCTEH KpaiHH.

IIporpama Twinning

[Ticnst onmyucy OCBITHIX IPOrPaM aBTOPH MEPEXOASTH 10 OJIHIET 3 HAMBaXITUBIIINX
MiKkHapoHuXx iHiniatuB ECFS — nporpamm Twinning.

Came 1151 mporpama € OJJTHUM 13 (pJIarMaHChKUX MPOEKTIB €BPOIEHCHKOTO
TOBApUCTBA MYKOBICIIUIO3Y Ta CIIPSMOBaHA Ha M1BUIIEHHS SKOCTI MEIUYHOI
JIOTIOMOTH JIFOJISIM 13 MYKOBICHMI030M y KpaiHax 13 MEHIIUMHU PECYpCaMHu.



[Tporpama peanizyerbest ECFS y maptaepctsi 3 Cystic Fibrosis Europe B mexax
nporpamu Standards of Care i rpyHTyeThcst Ha €BpONEHCHKIX CTaHAAPTaX
MEAMYHOI TIOTIOMOTH MIPH MYKOBICIIUA031, omyOmikoBanux y 2014 potii.

Cawme 11ie#f JOKyMEHT BU3HAUYUB OCHOBHI BUMOTH JI0 pOOOTH CIIeliajli30BaHUX
IIEHTPIB MYKOBICITU03Yy Ta BOJHOYAC OKPECIUB TPYIHOIII, 3 SKHMU CTUKAIOTHCS
KpaiHu 3 00MEXEHUMH €KOHOMIYHUMH MOKJIUBOCTSIMU.

IIporpama Twinning

[Tporpama Twinning (auri. noopamumcmeo yenmpisd) € OJJHAM 13 (IIarMaHChKUX
poekTiB €Bponeiickkoro Topapuctsa Mykosicuunosy (ECFS). Ii ronosna meta —
MIJBUIICHHS SKOCTI MEIUYHOT JOTIOMOTH JIFOJISIM 13 MYKOBICIIUI030M IIJISIXOM
CTBOPEHHSI IOBFOCTPOKOBUX MAPTHEPCTB MIXK JOCBITUCHUMH IIEHTPAMU Ta
[EHTPaMH, sIK1 TOTPeOyIOTh PO3BUTKY.

[TomToBXOM 10 CTBOPEHHS Mporpamu craiu €BponeicbKi CTAHAAPTH MeAUYHOL
nonomoru npu mykoicuunao3si (ECFS Standards of Care, 2014), sixi He nuiie
BU3HAYMJIM KpUTEPIi poOOTH CHEIiai30BaHUX IIEHTPIB, a i BUSBUINA YMCIICHHI
TPYAHOIIII, 3 IKUMHU CTUKAIOThCSI KPAaiHU 3 MEHIII PO3BUHEHOIO0 CUCTEMOIO OXOPOHU
310pOB'S.

Jocnimxenns, mpoBeieH! y kpaiHax CxiHoi €Bponu, TATBEPAUIN ICHYBaHHS
CTIHKHX TIPOOJIEM, Cepe] SIKUX:

e HEJOCTATHS yBara Jep>kaB JI0 PO3BUTKY JOIMIOMOTH MPU MYKOBICIIU031;
o O0OMEXeHe (pIHAaHCYBaHHS;

e HECTaya MEJUYHUX KaJIpiB;

e HEJOCTATHS MIJITOTOBKA CIICIAJICTIB;

o OOMEXKEHMI IOCTYM JI0 CyYaCHUX JIIKAPChKUX 3aCO01B.

Came Ha TIOJI0JIaHHS ITUX CUCTEMHHUX IPo0JIeM i cripsiMOBaHa mmporpama Twinning.
Bona 06'e1Hy€e BUCOKOCTIEIIIaII30BaH1 IIEHTPH, 110 BXOAThH 10 €BponeiicbKoi
mepexi kainivanx gociaimxenb ECFS (ECFS Clinical Trials Network), i3
LHEHTpaMH, sIK1 OTPeOyIOTh MPOPeCciitHOT MATPUMKH, HACTABHUIITBA Ta PO3BUTKY

1H(PaACTPYKTYpH.



Po3BuTOK nNporpamu

[Iporpama crapryBana y 2020 poui 3 8 napTHepCbKHX ap «MEHTOpP — LIEHTP,
110 PO3BUBAETHCAY.

3aBIsAKU BUCOKIH 3aIlikaBiaeHOCTI Bxke y 2024 poui BoHa oxorumoBaia e 19
HOBHX NMAPTHEPCTB.

Y 2025 poui nporpamy O0yJI0 J0JATKOBO PO3IIAPEHO 3a miaTpuMku Cystic
Fibrosis Foundation ta Cystic Fibrosis Europe, mo 103BOJIHIIO 3 TyYHTH IIIC
O1BIIIE IIEHTPIB 13 PI3HUX KpaiH €BPOIIH.

Ak npanroe Twinning
OCHOBOIO IPOrpPaMH € JOBroTPUBaJIe MAPTHEPCTBO Mk JIBOMA IIEHTPAMHU.

Came Tomy ECFS pexoMeHaye opraHi3oByBaTH B3a€MHI BI3UTH KOMaHI. Lle
TO3BOJIAE:

o MOOYIyBaTH JOBIpPY M1 KOJICKTUBAMH;
¢ Kpallle 3p03yMITH OCOOJIMBOCTI pOOOTH KOKHOTO ILICHTPY;
e BHU3HAYUTH CHUIbHI 1Tl PO3BUTKY.

[Ticnst owiHKK MOTPeO KOXKHOTO LHEHTPY GOPMYETHCS 1HAUBITyAIbHUI IJIaH
CHiBIIpall.

Y Mexax mporpamu npoBOJISITHCS:

o TPAKTUYHI CTAXKYBaHHS;

e OHJAMH-HAaBYaHHS,

¢ CIUIBHUNA pO301p KIIHIYHUX BUIAJIKIB;

¢ BIPOBAKEHHS €AMHUX KIIHIYHUX TPOTOKOJIB;

¢ PO3BUTOK MYJIbTHIUCIUILIIHAPHUX KOMAH;

e YIOCKOHAJICHHS JOTIOMOTH JIITSIM 1 IOPOCTUM 13 MyKOBICIIHI030M.

BaxxnBo10 CKJ1aI0OBOIO IIPOTrpaMHU € TaKOXK TiCHA CIIBMpaId 3 MaIiEHTCHKUMU
opraHizaiisiMu 000X KpaiH, 110 J03BOJIsIE BpaXOBYBATH MOTPEOU caMUX TaIll€EHTIB
TiJ] 9aCc PO3BUTKY CHCTEMH JTOTIOMOTH.

Ilepexiaja ocBiTHIX MaTepiaJjiB

[le ogauM BaxJIMBUM HanpsiMoM Twinning € nepekiaa HaBYaJbHUX MaTepialiB
Ocaitnboi mnatdpopmu ECFS.



CraHoM Ha CBOFOI[Hi BOHH BKC I[OCTyr[Hi KIJJbKOMa MOBaMH, CEPC SAKHUX:

e YKpalHCBKa;
e PYMYHCBHKa;
o TYypCIbKa;

o ay0aHCBHKA.

Pesynbratu niporo npoexty O0ynu npeacrasieHi Ha Konrpeci ECFS y 2025 pori, a
poOoTa Ha/I pO3IIMPESHHSIM MOBHUX BEpPCii TPUBAE i HaIAJII.

Konrtpoasb edpexTuBHOCTI

KosxHe mapTHEpCTBO pETyJISIPHO OLIHIOETHCS 3@ JOTIOMOTOIO 3BITIB, Y SIKUX
aHaJI3YIOThCA:

e SIKICTh KOMYHIKAIIIl MK IIEHTpaMHU;

e B3a€MHI BI3HTH;

e TPOBEICHI HABUAJIbHI 3aX0/IH;

e PO3BHUTOK MYJIbTHUANCIUILTIHAPHOT KOMaHIH;

¢ TOKpAIIEHHS OpraHizailii J0MIOMOryd Ha MICIEBOMY PiBHI.

["onoBHa MeTa mporpaMu — CTBOPEHHS CTaI0i €BPONEHCHKOI Mepexki CHiBITpall
MDK [IEHTPaMH MYKOBICIIUI03y Ta 3a0€3MeUYeHHS TOro, 00 KOXKHA JIF0ANHA,
HE3aJIe)KHO BiJ] KpaiHU MPOKUBAHHSA, MaJjia JIOCTYM JI0 SIKICHOI MeTUYHOT
JOTIOMOTH.

JocBig Ykpainu

VY cTarTi HaBeAeHO BIATYK YKPAiHChKOI KOMaHIU MICHs BI3UTY JO OpUTAHCHKOTO
LEHTpYy-TIapTHEpa.

YkpaiHchki (haxiBili 3a3Ha4a0Th, 0 YYacTh y mporpami TWinNing crajia 1is HUX
HAJ[3BUYAWHO IIHHUM TTPOQECIiTHUM JOCBIIOM.

[1ix yac cra>xyBaHHS BOHU 03HAWMOMUIIUCS 3 HAUKPAIIMMU MTPaKTUKaMHu poOoTU
MYJIbTUIUCIUILTIHAPHOI KOMaH/IU, AIlIEHTOOPIEHTOBAHUMHU TT1IX0/IaMH Ta
CYyYaCHHMH METOJaMHU JIIKyBaHHS, SIK1 BXKe JIOBEJU CBOIO €(hEeKTUBHICTD y
MOKPAIIEHH] SIKOCTI KUTTSI JIFOACH 13 MYKOBICITU030M.

Oco0:1MBO IIHHOIO CcTaja MOXKIIMBICTh O€3MOCEPEAHBOTI0 CIUIKYBAHHS 3
OpUTAaHCHKUMU KOJIETAMH Ta y4acTh Y KJITHIYHUX OOTOBOPEHHSX. YKpaiHChKa



KOMaH/1a Bi/I3HAYae, 1110 caMe TO/1 BOHH MOOAYMITH, HACKIIBKHI BaXKJIUBOIO €
HIOJICHHA B3aEMOJIISl MK MPEICTaBHUKAMHU PI3HUX CIIELiaIbHOCTEH.

[TpakTiuHi peKOMEH a1 00 BEJCHHS CKJIaTHUX KIIHIYHUX BUMAIKIB Ta
opraHizallii JOBrOTPUBAJIOT0 CIIOCTEPEIKEHHS 3a Malli€HTaMU BXKe MOYau
BIIPOBA/KYBATUCS Y IXHBOMY IICHTI.

Oco0n1Be Bpa)XeHHsI CIIPaBUB MaIli€HTOOPIEHTOBAHMINA M1X1]T OPUTAHCHKUX KOJIET
— XHS BIAKPHUTICTD, YBAXKHICTh 1 MAPTHEPCHhKA B3a€MOIis 3 POJIMHAMHU TAIlIEHTIB.

VYkpaiHchbka KOMaH/1a MiKPECITIOE, M0 YYacTh Y MPOrpaMi € HE JIUIIE BETUKOIO
YECTIO, a ¥ MMOTY>KHOI0 MOTHBAIIIEI0 TIPOJOBKYBATH PO3BHBATH CYYacHY JIOTIOMOTY
JITSAM 13 MyKOBICIIMJI030M B YKpaiHi.

Ha 3aBCPIICHHA aBTOPH 3a3HAYAI0Th!:

«ITonpu ckyIaaHi yMOBH BiliHM, LIeii JOCBI ePEKOHAB HAC Y TOMY, 1[0 MU
MO3KeMO i Ha/1aJ1i PO3BHBATH Cy4YaCHY MeIUIUHY IS JiTeil i3
MYKOBICIIHI030M Ta Oy1yBaTH Mall0yTHE, y IKOMY BOHH MATUMYTh HAWKpaIi
MOZKJIMBOCTI ISl "KUTTS».

3. €BponeiicbKuii peectp naunieHTiB i3 mykoBicunaozom (ECFSPR)

€BporneichbKui peecTp mallieHTiB i3 Mykosiciiuao3om (European Cystic Fibrosis
Society Patient Registry, ECFSPR) € criibHOO TU1aThOpMOIO 1 300pY Ta
aHai3y iHbopMallii mpo JroAeH 13 MyKOBICIIUI030M Y KpaiHax €BpoIu.

OcHoBHi 3aBnanHs Peectpy:

e aHaJI3 1 MOPIBHAHHS 0COOJIMBOCTEN MEepeOIry 3aXBOPIOBAHHS Ta PE3YJIbTATIB
JIKYBaHHS B PI3HUX KpaiHax;

e MIATPUMKA €MiAEMIONIOTIYHUX AOCIIIKCHbD;

e TIOMIYK IMAII€HTIB JIJII MDXKHAPOIHUX 0araToOlEHTPOBHUX KIIHIYHUX
JIOCIIKEHD.

Cooroani Peectp mictuth iH(popmaiiito npo nonaa 56 000 iroxeii i3
MYKOBICIIH/1030M 13 011611 HIXK 40 €BponeiicbKNX KpaiH. /[aHi HaagXxo Tk K
Oe3nocepeIHbO BiJl LICHTPIB, TaK 1 Uepe3 HaIllOHATIbHI PEECTPH.



Posmupenns Peecrpy

Opnuum 13 ronoBHUX HanpsimiB po3BUTKy ECFSPR € nmoctymnose 3anydenns Bcix 50
kpain €Bponeiicbkoro periony BOO3, a Takox po3BUTOK CITIBIIpaIli 3
peecTpaMu KpaiH 13 HU3bKUM Ta CEPEAHIM PIBHEM J0XOJY B IHIIMX YaCTHHAX
CBITY.

Hapasi no Peectpy Bxonsate 47 kpain, o Ha 20 6isibue, Hix y 2014 porii.

I3 HOBHX yuacHHKIB 12 KpaiH HaneXaTh O KaTeropii KpaiH 13 HU3bKUM a0o
CEpelIHIM PIBHEM JI0XO/y 3a Kiacudikailieto CBITOBOro OaHKY.

Yomy PeecTp BaxJIMBHU NJIA KPAIH i3 HU3bKUM Ta cepeIHiM piBHeM J0X0ay?

ABTOpH HIAKPECIIOIOTh, 0 y4acTh Yy PeecTpi Moke CyTTEBO 3MIHUTH CUCTEMY
JIOTIOMOTH JIFOJISIM 13 MYKOBICIIUIO30M.

Bowna no3Bomnse:
1. IlignBUIYBATH CTAHAAPTH MEIUYHOI IONIOMOTH

3anpoBa/HKEHHS PEECTPY CHPUSIE BUKOPUCTAHHIO €JMHUX CTAHJIAPTIB JIIKYBaHHSI Ta
JTa€ MOKJIUBICTD OL[IHIOBATH PE3YJIbTAaTH 3MIH Y CUCTEMI OXOPOHU 3/10POB'S.

2. IToxpamyBaTu JiarTHOCTHKY

VY Mexax nmporpamMu po3BUTKY PeecTpy kpaiHu MOXKYTh OTPUMYBATH 0OJIaHAHHS
JUJIS1 TPOBEJICHHS MOTOBUX TECTIB 1 AOCTYII 10 TEHETUYHOI 1IarHOCTUKH, IO
3a0be3reuye paHHE Ta TOYHE BCTAHOBJICHHS JI1arHO3Y.

3. ITosiermryBaTu AOCTYN 10 iIHHOBALIMHOIO JIKyBAHHS

HasiBHICTh SIKICHOT 1arHOCTUKH Ta CTaHIAPTU30BAHOI CHCTEMU BEJICHHS TAIlIEHTIB
CTBOPIOE MEPETYMOBH JIJIsl AOCTYIY IO HOBITHIX METOIB JIKYBaHHS, K1
BIIPOBAKYIOThCS Y CBITI.

4. Po3BUBAaTH HAYKOBI J0CJIi/IKEHHS

30ip gaHUX 13 pi3HUX PETIOHIB JOMOMArae Kpaiie 3p0o3yMiTH 0COOJIMBOCTI Iepeodiry
3aXBOPIOBAHHS Ta PO3POOISATH PIIICHHS, aJallTOBaH1 10 MOTPEO KOHKPETHUX
KpaiH.

5. lTocuIrOBaTH CHCTEMY OXOPOHHU 3/10POB'sl



ECFSPR niarpumye kpaiHu y cTBOpeHH1 €()eKTUBHOI CUCTEMH yIIPaBJIiHHS
JTAHUMH, KOHTPOJIIO IXHBOT SIKOCT1 Ta (hOpMyBaHH1 3BITHOCTI, IO CIIPHUSIE PO3BUTKY
MEANYHOI IHPPACTPYKTYPH.

6. IlnanyBaTu Aep:KaBHY MOJITHKY

Hani Peectpy gomomararoTb opraHam By MPUAMATH OOTPYHTOBaHI PillleHHS
II0JT0 PO3IOALTY PECYPCiB 1 IJIaHYBaHHS IIPOTPaM TOTIOMOTH JIFO/ISIM 13
MYKOBICITI030M.

SIKicTH MeIMYHOI JOIIOMOTH

Oxkpim po3Butky Peectpy, ECFS akTHBHO mpaiiroe Haj IporpaMaMy MOKpalieHHs
skocTi MmequuHoi fonomoru (Quality Improvement, QI).

JlocmmKkeHHS MOKa3aliM, 1[0 KOMIUICKCHUM M1IX1], IKUA BKIIOYAE:

o HABYaHHJ MEIUYHHUX IPALIBHUKIB;

e PpEryJspHUH ayIuT;

e 3BOPOTHUH 3B'SI30K;

¢ BIPOBAKEHHS KJIIHIYHUX IPOTOKOJIIB,

JTIO3BOJISIE CYTTEBO MOKPAIIUTH PE3YJIbTATH JIIKYBAaHHS JIFOEH 13 MYKOBICIII030M
HaBITh y KpaiHax 13 OOMEKEHUMHU PECypCcaMu.

VY CHimHICTh TaKUX MPOrpaM 3HAYHOIO MIPOIO 3aJIEKUTh BiJ] 3aTyUEHHS BCIX
YYaCHHUKIB MPOIECY, TOTOBHOCTI MEIMYHMX 3aKJIAJ1B JI0 3MiH Ta 3/JaTHOCTI
aJanTyBaTU MI>KHAPO/IHI pEKOMEHIAIIIi 10 MICIIEBUX YMOB.

4. Buxkopucranas CranaapriB mean4unoi nfonomoru ECFS nis aaBokanii

®axisui Ta uneHu ECFS 13 pi3HuX KpaiH HEOJHOPA30BO 3BEPTAIHCS J10
ToBapucTBa 13 MPOXAHHSAM IMIITPUMATH PO3BUTOK J1arHOCTUKU Ta J1KYBaHHS
MYKOBICIIH]IO3Y .

Xo4a OIIHUTH BIUIMB TAKOi MATPUMKH KIJIbKICHO HEMIPOCTO, aBTOPHU 3a3HAYAIOTH,
10 BOHA B)K€ MPUHOCUTD BIAUYTHI pe3yJIbTATH.

KitodoBy pois y nbomy Bifirpatot Ctanaaptu meanunoi gonomoru ECFS, sxi
MICTATh Cy4acHI HAYKOBO OOTPYHTOBaH1 BUMOTH JIO OpPTaHi3allli JOMOMOTH JIFOISIM
13 MyKOBICII/I030M.

Came 111 TOKyMEHTH CTaJIM BOXKJIMBUM IHCTPYMEHTOM aJIBOKaIlii y 6araTbox
KpaiHax, I0NoMararo4i MeIM4YH1i CIUIbHOTI apryMEHTOBAHO B1JCTOIOBATH
HEOOXITHICTh PO3BUTKY CIEI1aTi30BAHOI JOTIOMOTH.



Busnanusa CFTR-moayiasaTopiB BcecBiTHL0I0 OPraHi3amico 0XopoHHu 310POB'H
ay |y |y 1| P aA0p

OmHuM 13 HaUOUTBIIMX MDKHAPOAHUX JTOCATHEHB cTano BKItoueHHs CFTR-
MoayJasaTopis 10 Ilepeniky ocHOBHMX Jikapcbkux 3aco00iB BOO3 (WHO
Essential Medicines List).

[{roMy mepemyBana MacimTabHa aaBOKaIliiHAa KaMIaHis MaIll€HTCHKOI 1HIIaTHBU
Vertex Save Us, sky niarpumaim Cystic Fibrosis Europe ta ECFS.

ABTOpH HaroJouyIoTh, IO 1€ PIIICHHS:

o TMIABUIIYE II00aNbHY YBary 10 MpoOJIeMH JOCTYIMHOCTI JTIKyBaHHS;

e CTBOPIOE JOJIATKOBI ApIYMEHTH JIJISl YPSA/IB 1 CTPAXOBHX CUCTEM II0JI0
(1HaHCYyBaHHS Teparnii;

e y NIEPCHEKTUBI MOKE CIPUITH 3HUKEHHIO BapTOCTI Mpernaparis.

IIpobsema 10CTYNHOCTI JIiIKyBaHHA

[Tonpu Te, M0 CHOTOIHI MakkKe BCl €BPOINEUCHKI KpaiHu 3a0€3MeUyI0Th 1OCTY JI0
CFTR-monynsTOpiB BIAMOBIAHO J0 3apeECTPOBAHUX MTOKa3aHb, 1Jis 0ararbox
KpaiH 13 HU3bKUM Ta CEpeHIM PiBHEM JOXOAY Il IpenapaTu 3aIUIIAI0THCS
MPAKTUYHO HEJIOCSHKHUMU Yepe3 BUCOKY BapTICTb.

Kommnanis Vertex Pharmaceuticals peanisye nporpamy 6;1aroaiiHoro
3a0€e3MeUeHHs] OKpeMHX KpaiH TakuMmu npenapatamu. Ha npoxanns unenis ECFS
1H(DOopMaIris mpo 110 MporpaMmy cTaya OiIbIl BIAKPUTOO Ta Oyia omy0IikoBaHa Ha
odiiiHOMY CaiiTi KOMMaHii.

BoaHoudac aBTOpH 3a3HAa4ar0Th, 1110 HaBITh TaKi MPOTPaMU OXOIUIIOIOTh JIUIIIE
YaCTUHY MALIEHTIB 1 HE MOXYTh MOBHICTIO BUPIIUTH Npo0OJieMy TJI00aIbHOT
HEPIBHOCTI B AOCTYI1 10 Cy4aCHOT'O JIIKYBaHHS.

JlocTyn 10 cy4acHOI Teparnii: BUKJIUKH Ta MePCHEeKTUBU

[Tomnpu Te, 110 B O1IBIIOCTI €BPOTNIEHCHKUX KPaiH MAIIEHTH BXKE MAIOTh IOCTYII JIO
CFTR-monynsiTopiB BIAMOBIAHO 70 3apEeECTPOBAHUX MOKA3aHb, IJIs 0ararbox
KpaiH 13 HU3bKUM Ta CEpeHIM PIBHEM JOXOMAY Il IpenapaTy 3aIUIIAI0THCS
MPAKTUYHO HEIOCTYITHUMH Yepe3 iXHIO BUCOKY BapTICTh.



Kommnanis Vertex Pharmaceuticals, BupoOnuk 3apeectpoBanux CFTR-
MOJYJIATOPIB, pealizye OJarofiiiHy nmporpamy 3abe3neueHHs npenaparamMmu
okpemux kpain. Ha mpoxanus wieniB ECFS xomnanis 3poouia indopmariiro mpo
ITF0 TIpoTpamMy OUTBIIT MPO30POI0 Ta OMPIITIOAHIIIA ii Ha cBoeMY odimiitHOMY
BeOcaiiTi. Hapa3i ECFS npongoBxye mianor i3 KOMITaHIE€O OO PO3IITUPECHHS
JocTymy A0 1H(popMallii U1 Mi>KHAPOAHOI CUTHHOTH (PaxiBIIiB 13 MYKOBICIIHIO3Y .

Pa3om 13 THM aBTOPH HArOJIOIIYIOTh, 110 OJIaro/iifH1 mporpamMu, Xxoda i €
HAI3BUYAIHO BAXIMBUMH 1T OKPEMHX KpaiH, He MOXKYTh IIOBHICTIO BUPIIIIATH
po0emMy HEpIBHOIO JOCTYITY /10 JiKyBaHHsA. Came ToMy Bce OlIblie yBaru
OPUIISETHCS MOIIYKY aIbTEPHATUBHUX IUISX1B 3a0€3MeUeHHs NaIli€HTIB
CY4YaCHOIO Tepami€ro.



