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1. KOHTEKCT

O0mee onucanue

o MyxkoBucuua03 — 3T0 HanOoOJIee YaCTOE MOHOTEHHOE ayTOCOMHO-
peneccuBHOE 3a00JI€BaHUE, BRI3BAHHOE HAPYIIEHUEM TPAHCIIOPTA XJIOPUIOB B
KJIETKaX SMUTENNs, YTO IPUBOAUT K 00pa30BaHUIO BA3KUX CEKpELUi
AK30KPUHHBIMHU kee3amu. KiimHuuecku 3a00€BaHre XapaKkTepu3yeTcs
IIOJIOPTaHHOM MAaTOJIOTUEN ¢ XPOHUYECKHUM MPOrPECCUPYIOIIUM TEUEHHUEM.

o Yacrora MmykoBucuuo3a cocrasiser npumepHo 1:3000 )KnBOpOKIAECHHBIX B
KaBKa3ckoi nomymnsiuuu CeBepHoil AMepuku 1 EBporbl, B COCETHUX CTpaHaxX
Mosnmosel — 1:2000-2500 >KUBOPOKICHHBIX.

o Meauko-comnuaibHOE 3HaU€HUE ITOT0 3a00JI€BaHUS ONPENEIAETCS HU3KOM
CpEIHEN NMPOJOIIKUTEIBHOCTBIO KU3HHU U BBICOKUM ITOTEHIMAJIOM NHBAJIAIU3ALMY
C PaHHEro JIETCTBA, a TAK)KE 3HAYUTEIbHBIMU PUCKaMU (haTalbHOIO IPOTrHO3a U3-
3a OCJIO)KHEHUH CO CTOPOHBI JIETKUX, TUIIEBAPUTEIBHON CUCTEMBI U HAPYILICHUS

ITUTaHHusI.

Hean/3anaun
CopeicTBue yBEIMYEHUIO CPEOHEHW MPOJOIKUTEIBHOCTH KU3HU JIETEH,

CTpazamIux oT MyKkoBHCIIH103a.

Obwue yenu:

» becnnatHbli AJOCTYII K H€O6XO,ZII/IMBIM MCIUKaMCHTaM, BKIIOYCHHBIM B
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CITUCOK KOMIIeHCHpyeMbIX. O0ecrnedueHrne MOCTOSHHOTO JOCTYMa K HE0OXOIUMBIM
JIeKapCcTBaM M MUTATENIbHBIM J00aBKaM;
» IloBblmeHWE JOCTyMa K Ka4eCTBEHHOH MEIHWIIMHCKOW IOMOIIM U

MPOABUKEHIE MHOTOTIPOGUIHLHOTO MOAX0A K JICYECHHUTO.

Konxpemmnuie yenu:

» AnBoxkarus 1 J1060MpoBaHKeE O BOIIPOCY JIe4eOHOro IPOTOKOIA,
HAIIMOHAJILHOU MTPOTPaMMBbI M BKJIFOUCHHSI HEOOXOIMMBIX TIPETapaToB B CIIHCOK
KOMIIEHCUPYEMBIX JIEKapPCTB;

» Hudopmarnmonnsie 1 (paHapaii3MHIOBbIC KAMIIAHUH B MOAIEPIKKY CEMEH ¢

JNE€TbMH, CTPAIAIONIUMHU OT MyKOBHUCIIH1034.

2. BEHE®OUIIUAPDHI
beneduunapamu npoexTa SIBISIFOTCS. CEMbU ¢ MYKOBUCLIUI030M, KaK POJIUTENH,

Tak U JeTu. B HacTosee Bpems ux 53.

3. PEAJIM3ALUA

AKTHBHOCTH " pe3yJabTaThbI:

> IlyOnukaruu Ha cairte www.e-sanatate.md u Ha
https://sanatateinfo.md/News/lItem/11287

> CoTpyaHUYECTBO 1O MeAMIMHCKUM Bompocam ¢ Okcanoit  Typky,
e uaTpom
> IloxepTBOoBaHME MEIMIMHCKUX MYJbCOKCUMETPOB IMPU  MOIAECPIKKE

kommanuu "Code Factory"
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> Yuactue B Bctpeue ¢ CF Europe st koopauHaiiuy moaiep KK coo0IecTBa
OK 1 yKpaHCKHUX MalMEHTOB

> CotpynnuuectBo ¢ Omnbroii  Bakapuyl, TreHepanbHBIM —CEKpETapem
OMOyncmena, nnsi oOecredeHHs] YCIOyr 10 aJBOKAllMM U JOOOHPOBAHUIO
BKIIIOUeHHS Pulmozyme B criiicOk KOMIIEHCUPYEMBIX MperapaToB

> 16 anpens 2022 roga — Berpeua ¢ wieHamu ANIFC u maijuentamu Ha TeMy
"[Ipenaparsl HOBOrO MOKOJEHUA" M TMOAMUCAHUE 3ampoca Ha BKIIOUYEHUE
Pulmozyme

> 16 ampenms 2022 roma — PacnpeneneHue NEPCOHANBHBIX IMOCBUIOK,
noJyueHHbIX oT opranu3aiuu Rotary Club Moldova, kak rymMaHUTapHOM moMoIu

> Pacnpenenenne kaur "Urto xopomo, a uyro mioxo" C. borezary mis coopa
CPEICTB

> IlpenocraBiienre METUITMHCKUX YCTPONUCTB Ha OECIUIATHOE MOJIb30BAHUE

> Opra"uzanus JIOTUCTHKU [UJIi TPAHCIOPTUPOBKU W Pa3MEIICHUS CEMbHU
OeXeHIIeB U3 YKpauHbl, a TAaKKe MPEIOCTaBICHUE MEIUIMHCKON U (PUHAHCOBOM
MIOMOIIY Ha BpeMsi ux npeObiBaHusi B Mosjiose

> 03.05.22 — [lepemnucka ¢ 3aIpocOM Ha paCCMOTPEHHUE JTIOChE MO BKIIOUECHUIO
Pulmozyme B ciicok KOMIIEHCHpPYEMBIX MpenaparoB, HarpaBjieHHas B MuH31pas,
CNAM wu AreHTCTBO JIGKapCTB MU MEIUIMHCKUX YCTPOMCTB. 3ampoc ObLI
nepeHanpasieH B IMSP HMuctutyr Marepu u pebeHka u BaneHtune Bpuiky
(mpencenaresib KOMUCCHH MO PTU3UOMYILMOHOIOTMA MUH3IpaBa)

> 01.06.22 — Tlomywyen otpunarensHbiii oTBeT 0T CNAM mo Bompocy
KoMmrieHcanuu npenapara Dornase Alfa, ccpinasich Ha BBICOKHE 3aTpaThl

> 02.06.22 — CorpynauuectBo ¢ MUH3IpaBOM MO BOCCTAHOBIICHHUIO JIOCTYTIA K

00s13aTeNbHBIM €XKEroJHbIM o0cienoBanusM B jabopatopusix IMSP Hucruryra

AO "ASOCIATIA NATIONALA INVINGEM FIBROZA CHISTICA”
Cod Fiscal 1010620000802

MDO3EX0000000225139731MD
MD22EX2300002251139731EU

BC Eximbank-Gruppo Veneto Banca SA, f. 23

BIC EXMMMD22



str. Alexandru cel Bun 38, ap. 72
or. laloveni

T Republica Moldova, MD 6801
lNVlNGEM tel: +373 680 59 884

FI BROZA CH |ST|CA e-mail: cfmoldova@gmail.com

www.mucoviscidoza.md

MaTepu U peOeHKa ¢ HamlpaBlIeHHEM Ha KOMIICHCHUPOBaHHBIE KOHCYJIbTALUM Bpaua
o ®K

> 17.06.22 — IlonoxurenpHas moanepxkka or IMSP Wuctutyra marepu u
pebenka k Mun3npaBy 1o Bompocy BkItoueHuss Pulmozyme B crmucok
KOMITEHCUPYEMBIX pernapaToB

> 10.10.22 — TloBTOpHas nepenucka ¢ MUH3APaBOM MO BOIPOCY BKIHOYECHUS
Pulmozyme B cniucok KOMIIEHCHUPYEMBIX ITPENapaToB

> 16.02.23 — BoszoOHoBneHnue mnepenucku ¢ Munzgpasom, CNAM wu
ATEHTCTBOM JIEKapCTB W MEIUIMHCKUX YCTPOMCTB IO BOMPOCY BKIIOUEHUS
Pulmozyme B ciicok KOMIIEHCHPYEMBIX IIPErapaToB

> 03.03.23 / 15.03.23 — Tlony4yeH oTpuIaTEeNbHBIA OTBET OT MmUH3IpaBa M
CNAM mno BxmoueHno Pulmozyme B cnHMCOK KOMIEHCHPYEMBIX IPEmaparos,
CChUIasiCh ~ Ha  CIEAyIoIue  MPUYUHBL:  yMEpEeHHas  TepaneBTUYecKas
3¢ (PEeKTUBHOCTh;  OTCYTCTBHE  OJOOPEHHOTO  MeXaHu3Ma  oOecleyeHus
pEKOMEeHIyeMbIMU HeOynaii3epamMu; 3HaYuTEIbHbIE JOTIOJHUTEIbHbIE (PHAHCOBBIE
pPacxoIbl

> 16 anpens 2022 roga — PacnipeniesieHne nacxaibHbIX MOCBUIOK, MOJTYYEHHBIX
ot opranuzanuu Rotary Club Moldova, kak rymanuTapHoOi momMoiu

> 30.03.23 — Konraktr ¢ xommanuerr Amaxa LTD (mpeacraBurens Chiesi
Pharmaceuticals GmbH Austria) mns coTpyaHMuYecTBa IO IMOCTaBke Bramitob
(pacTBOp TOOpaMHUIIMHA [UJIsl WHTAISALUUNA) C MOCIACAYIOUIMMH JEHCTBHAMH 10
obOpamenuio B MunzapaB u CNAM 151 BKITIOYEHHUS 3TOTO TMpernapara B CIIHCOK
KOMIIEHCUPYEMBIX

> 21.04.23 — O6pamieHre K MEeKIyHAPOIHBIM OPTaHU3aLMAM ISl BKIIFOUCHUS
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PecniyOnukn MonjgoBa B TyMaHUTapHbIE MPOEKThl MO JOCTYNy K IIpernapary
Trikafta

> 26.06.23 — Tlepemnucka ¢ 3ampocom k CNAM mis BritoueHus: Bramitob B
CIMCOK KOMIIEHCUPYEMBIX IIpernapaTroB

> 29.11.23 — I[lepenncka ¢ MunszapaBom u CNAM

> Jexabpr 2023 roma — PacnpeneneHue poOXKIASCTBEHCKUX IMOAAPKOB st
nereii B LlenTpe no nedenuto ¢pudpo3sa, nmoaydeHHsix oT Rotary Club Moldova kax
T'YMaHUTApHOU IIOMOILHU

> Yyactue B KoH(pepeHUUH "AHanu3 BBITOJHEHHS 00A3aTENbCTB B 00JACTH
3[paBOOXPAHEHUSI U COOJIOACHUS TPOLEAYyp OOIIECTBEHHOTO0 OOCYXKICHUS C
IPAKJAHCKUM OOIECTBOM B MPOLECCE NPHUHATHS peleHuil", opraHu30BaHHOU

®ongom Copoca MomgoBa

B nepuon ¢ 01.01.22 mo 31.12.23 Ob110 MPOBEICHO HECKOIBLKO MEPOTIPUSITHH:
> OOHOBJIEHHE CTIHCKA KOHTAKTOB IMalUEHTOB;

> OOIeHne ¢ YWieHaMH acCOIlHallNY;

Y

[Tognepxka rpynn poautesnei u naiuenToB ¢ @K B colmanbHbIX CETIX;

Y

HpaBI/IHa yXO4a U 3alllThI B IICPHUO/ ITAHICMHUU.

4. MOHHUTOPHUHI 1 OHEHKA
Ha ocHoOBe BBINICYIOMSIHYTBIX MEPOINPUITHII MOXKHO CJlieJlaTh HECKOJbKO
BBIBOJIOB M OIIEHOK JICTEILHOCTH acCOIHAIINU:
> BuaumMocTh M MeIMIUHCKOE COTPYAHMYECTBO: AccouMalys MposBUIIA

aKTUBHOE Yy4YacTMe B pacmpocTpaHeHWHW HHGPOpMAlUM O 3JI0POBbE 4Yepes
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nyOMUKanuy Ha HOBOCTHBIX CaWTax. ODTH YCHUIIUS CIIOCOOCTBYIOT TOBBIIICHUIO
OCBEJIOMJICHHOCTH U MEJMIIMHCKOT0 00pa30BaHUs CPE OOIIECTBEHHOCTH.

> baarorBopurtesbHble HMHHIMATHBHBI M TYMAHUTAPHAs MOMOIIb:
[ToxxepTBOBaHME METUIIMHCKUX IMYJIBCOMETPOB M pachpelnelieHue JUYHBIX
MOCBUIOK M TIOAApPKOB OT Takux opranm3anuii, kak Rotary Club Moldova,
JEMOHCTPHUPYIOT 3HAYUTEIBHOE YydYacTHE B OJIATOTBOPUTENBHBIX JCHCTBHSIX,
yJlydiliasi KA4YeCTBO >KU3HU MaIlMEeHTOB.

> Aasokanus u Jodouposanue: CorpyanuuectBo ¢ Onbroii Bakapuykom u
yCHIIUS TO BKIIOYeHHIO Pulmozyme B CHMCOK KOMIIEHCHPYEMBIX MEIUKAMEHTOB
YKa3bIBAIOT HA aKTUBHBIN MOJIXO B MPOJABUKEHUN UHTEPECOB MAIlMEHTOB, a TAK)Ke
Ha TPEOJOJCHUE ATMUHUCTPATUBHBIX W (DUHAHCOBBIX MPEMATCTBUNA B 3TOM
HaIpaBJICHUH.

> IHopnepxkka OexxeHIeB U MeTUIMHCKAS MOMOIIb: Accoluaius okasala
JIOTUCTUYECKYIO, MEAUIIMHCKYIO M (DMHAHCOBYIO MOJAJIEPKKY CeMbe OEXKEHIIEB M3
YKpauHbl, 4YTO TOJYEPKUBAECT €€ TMPUBEPKEHHOCTH TMOMOIIM COOOIIECTBAM,
MOCTPAJaBIIUM OT TYMaHUTAPHBIX KPU3HUCOB.

> Ycewaus mo odecriedeHHIO J0CTyNa K JedeHuio: [oBTopHBIE 3ampochl B
Oprasbl 3paBOOXpPAHEHHS O BKJIIOUYEHHWU TaKUX IpenaparoB, kak Pulmozyme u
Bramitob, B cmiicok KOMIIEHCHPYEMbIX METUKAMEHTOB MOKA3bIBAIOT HACTOMUNBYIO
60pr0y 3a oOecnieueHre NarueHToB d3PPEKTUBHBIMHU CPEACTBAMH JICUCHUS.

> OTpuuaTteibHble 0TBETHI M BbI30Bbl: CTOIKHOBEHUE C OTPHUIIATEIEHBIMU
OTBETaMU OT OPTaHOB 3JIPABOOXPAHEHUS YKA3bIBAET HA 3HAUNTEIBHBIC CIOKHOCTH
B TIOJIYYCHHUH HEOOXOJUMON TMOACPKKH JJIsi BKIIOUEHUS OMPEeICHHBIX
MEJIMKAMEHTOB B CIIMCOK KOMIICHCHPYEMBIX, BKJIIOUas BOMPOCHI, CBA3aHHBIE C

TepaHCBTH‘ICCKOﬁ MOJIB30M U 3aTpaTaMu.
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> YuacTue B MepONPUSTUIX U KOH(PepeHIUsX: YyacTue B KOH(EepeHInIxX
U MeponpusTusX, oprann3oBaHHbix Pongom Copoca Moiij10oBa, CBUAETENLCTBYET
0 MPOJIOJKAOIIENCS PUBEPKEHHOCTU AHAIIU3Y 3APABOOXPAHUTENBHBIX IMOJUTHK

N BOBJICUCHHOCTH B IIPOLCCC ITPHUHATHUA pemeHHﬁ Ha 06IHGCTBGHHOM YPOBHC.
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