Bbinucka uas l'lgoroxonasaceggnua IKCNEPTHOU rpynnet or 03.02.2012r.

Mo TpeTbemy Bonpocy: Poceuiickuii PEermcTp 6oMbHBIX MyKOBUCLIME030M

Beictynanu: Kanpawos H.U. u Kawwpckas H.10. ¢ npeanoxennem k rpynne akcnepTos
0 nepecmoTpe thopmbl Poccuiickoro percTpa, nockonbKy ero chopmar He
cooTBeTCTBYET EBpONEiickomy Peructpy (European Cystic Fibrosis Society), uTo He
no3sonsieT 3PHeKTUBHO OBMEHMBATLCS MHPOpMaLIet ¢ 3apyBexHbIMY Konneramm u
WCNONb30BaTh MEXOYHAPOAHbIE NaHHbIe, KaK B HAY4HOW, TaK 1 NpaKkTU4eckoi paboTe
Poccuiickoro u pervionansHbix LEeHTPOB MyKOBUCLMAOS3A.

Pewmnu:

B TEHEHUN iBYX MECALIEB NepecmMoTpeTs thopmy Poceuiickoro perucrpa. Bece
NPEeAnoXeHus no Hemy nepenatb Mpesupenty KanpaHosy H.|.

NpoBecTH BHeouepeaHoe 3aceganue 25.05.2012r.
lonocoBanu: 13 vyen. — 3A. EnuHornacHo.

MpoTokon coctasnen 06.02.2012r. 1 noanucaH cexkpetapem cobpanus: Kawumpckoi
H.1O.

Buue-Mpesupent:

! Bonsumy
RAMYKOBHC U008




Bobinucka u3 [poToxona BHeoYepeAHOIO 3aceAaHus SIKCNEPTHOR rPynnki OT
25.05.2012r.

Mo nepeomy Bonpocy: O dopme Poccuiickoro pervctpa GonbHBIX MYKOBUCLIMA030M

Buictynun: Kanpanos H.WA. ¢ aoknagom o Tom, 4To rpynnoii akcnepTos B obnacTy
mykoeucuuaosa (Kanpaxos H.W., Kawwupckas H.10., Membuukas T.E., YepmeHrckuii A.l".
Oproe A.B., Cumonosa O.U., Aweposa W.K., Kpacosckuii C.A., Amenuna E.J1., Yephsk
A.B., HepetuHa A.@., lllepman B.4., MNeTposa H.B.) 6bina nepecmoTpera gopma
Poccwuiickoro permctpa, MHOTE rofbl 3aMonHAEMOro Mpy CrOHCOPCKOU NOMOLLM
komnanun 3A0 «Poui-Mocksa». Hosblii dhopmaT peructpa Bo MHOTOM COOTBETCTBYET
Esponeiickomy Peructpy (European Cystic Fibrosis Society), uto nossonut Teneps
athdekTuBHO 0OMEeHUBATLCS MHOPMaLMEi C 3apyBeXHbIMK KOnneramm 1
MCnonbL30BaTh MEXAYHAPOAHbIE AaHHbIE, KaK B HAYUYHOM, Tak 1 npakTuyeckoi pabote
POCCHIACKOTO 1 pervioHarbHbIX LIEHTPOB MYKOBUCLMAO3a. [peanoxeHo npuHsaThL
AaHHYI0 hopmy 3a pabouyio U NPOAOIHKUTE BEAEHUE perucTpa.

Pewmnu:

1. YTBepauTs HoBYI0 thopmy BefieHus Poccuiickoro peructpa GonbHbIX
MYKOBUCLIMO030M

2. Hauartb NUIIOTHOE UCCNEfOBaHME MO 3anonHeHnio POCCUIICKOro periicTpa BonbHbIX
MYKOBUCLIMZ,030M U €ro uHTerpauuu ¢ EBponeiickuM perncTpom.

3. OTBETCTBEHHOCTL 3a NofyYeHUe UHOPMALIMK M BHECEHUE AaHHbIX N0 60MbHbIM
BO3NOXWTL Ha HayuHbIX coTpypHukos C.A Kpacosckoro, A B.YepHska n
H.KO.Kawwmpckyo

Conocoeanu; 13 uen. — 3A. EquHornacHo.

Mpotokon cocraened 29.05.2012r. n noanucaH cekpetapem cobpanus: Kawmpckoii
H.10.

5 )
Buue-TlpesugenT: /’z@ /f/



Beinucka us porokona 3aceaaHun 3KCNEePTHOW rpynnb! ot 15.02.2013r.

o nepsomy Bonpocy: MunoTHoe uccnegoBaHne No sanofnHeHuio Poccuiickoro
perncTpa 60nbHbIX MyKOBUCLIMAO30M W €r0 MHTErpauun ¢ EBponeickum peructpom

Buictynun: Kanpasos H.W. ¢ aoknagom o ycnewHo 3aseplieHHoM MunoTHOM
uccnenoBaHue no sanonHeHuio Poccuiickoro perucTpa 6onbHLIX MyKOBUCLIMAO030M U
ero uxTerpauuu ¢ Esponeiickum pernctpom. PesynbTaTtsl NPEAnoXeHo [0noXuThb
Hay4yHomy coobitlecTBy Ha 11 KoHrpecce no mykosucumaosy, 24-25 mas 2013 ropa 8
Mockse. C coobiuenmnem npenoXeHo BbICTYNUTL Hay4YHbIM COTPYAHMUKAM

C.A Kpacosckomy, A.B.\Mephsiky n H.KO.Kawumpckot, oTBETCTBEHHbIM 32 UccnegoBaHue.

Pewmwunu:

HayuHbim coTpyaxnkam C.A.Kpacosckomy, A.B.YepHsiky n H.I0.Kawwmpckoit seicTynnTs
¢ goknagom Ha 11 KoHrpecce no mykoBucuuaosy, 24-25 man 2013 rona B Mockse.
lNpepctaBuTe HAYYHOMY COOBLLECTBY [aHHbIE O MUIOTHOM UCCREROBaHIN N[O
sanonHeHuio Poccutickoro pernctpa 6onbHbIX MyKOBUCLWZ030M 1 €70 MHTErpaLim ¢
EBponeickum perucTtpomM

Pabounm pykosogutenem lNpoekra HasHaunTh npod. H.KO.Kawmpckyio
HasHaunts CoucnonHutensmu:

Kyparop no getam, DofbHbIM MyKkoBucUMOo3oM - E..KoHapaTbesa;
Kypatop rio sapocnsim — C.A.Kpacosckuii;

rnasHblf MeHemxep/nporpammuct — A.B.YUepHsik.

3a cBasb ¢ EBponelickoit rpynnoii no Peructpy GonbHbIX MyKCBUCLIMOO030M —
E.J.AmMenuna u H.10 Kawwupckas

lMpurnacuTs K COTPYOHUHECTBY PYKOBOAUTENEN LISHTPOB MYKOBUCLIMA032
NPpUCOeAnHUTLCSH K AaHHOW paboTe ¢ uernbio JononHuTb 6a3y gaHHbix Poccuiickoro
perucTpa DorbHbIX MYKOBUCLMA030M HauuHaa ¢ 2011 roaa.

[onocoganu: 13 yen. — 3A. EguHornacHo.

Mpotokon cocraenex 20.02.2013r. v nognucax cekpeTapeM cobpanus: Kalumpckoi
H.1O.

i Beepaconhcian \
ACCOLMLIAA AN
BonsHbix

Buue-TlpesunaenT:



Buinucka u3 [poTtokona 3acenaHus npasnexnusi Bcepoccuitickoi accoumanmm Ans
OonbHbLIX MYKOBUCLMAO30M oT 16.07.2020r.

[lo sBTopomy Bonpocy: Poccuitckuli pervctp 60mbHbIX MYKOBUCLUUOO030M

Beictynana: Kawmpckas H.FO. ¢ npepgnoxennem o Heobxogumo nepenarth
NMPOEKT «Poccuiickuit Peructp BonbHbBIX MYKOBUCLIMZO30M» B PYKy
MNpodeccronanbHbix accoumaLimii , rnasHoe, PenepanbHbiX MeQULIMHCKIX
yUupeXaeHun.

Ws peun: «Peructp LOMKeH BbITh poctyned MuHsapasy u

®epeparnbHbiv MEeaMLMHCKUM YUpEXASHUAM, NPOBOSALLMM KOHCUNMUYMbI N0 TapreTHoOM
Tepanuu (kak Bbl sHaeTe B xonue 2020 roga oXugaeTca perucTpauus v nocTasku
npenapara usakadTop/niomakadrTop (Opkamdn)). Cocrosnocs coBelliaHue
Oprromuteta Peructpa u cotpygHukos MIHL. Cambiv onTumansHbiM BapuaHToM
onpepenexa uaes, nogaepxavHan Cepreem Vsanosudem Kyuesbim, ([dupextop MITHL
U opHoBpemeHHo, [lpeamaeHt Accoumaumum MeauLMHCKUX reHetukos  (AMID))
no nepegave lNpoexkra Permctp B AMI Bmecto Bceepoccuiickoit Accouuauwu  Ans
GonbHbiX MB ¢ octasnenuem B pykoBoacTBe Poccuiickoro pecnmpaTtopHoro obiecTaa,
kak 370 1 Obino paHee. opmansHas pabota Peructpa, To ecTs cBop gaHHbix, Byaer
OCYLIECTBIIATLCS TEMM Xe NMIogbMK, YTO U ceitdac. Bee unenst Oprkomuteta Peructpa
oCTaloTCA Ha cBoux Mectax (Kawwmpckas, KougpaTtoeBa, AmenuHa, BopoHkosa,
Kpacosckuii, CrapuHosa). [dauHbie Peructpa OyayT xpaHutscs Ha Poccuiickom
cepBepe, KoTopbi OyaeT npefgoctasneH Poccuiickoli kommnaxuek-onepaTopom ACTOH.
Mexgy MIHLI, Actor u AMIT yxe cyliecTByeT JOroBOp 1 ONbIT Begexus Peructpa no
HeoHaTanbHOMY CKpuHuHry #u OpdanHbiv 3a0onesanuam. Cornallienue o nepepave
[poekra BygeT cocTaBneHo wpucTammn».

OnpepeneHo, 4To HeOobBXOAMMO COXpaHWTL YNOMUHaHME O TOM, 4To Peructp 6bin
MHULIMMPOBaH Hallen Accoumaliyeri Npy M3faHuy NOCNeayiowmMx rogoBbiX OTYETOB Mo
Peructpy GonsHbix MB B PO.

Mateeesa H.B. Wiz peun: «lpegnaraic B CornalleHue NOCTaBWUTb NYHKT, KOTOPbLIA
0bsi3biBaeT CTPYKTYPbI, 32HUMAIOLLMECS C 3TOMC MOMEHTa PErMcTPOM YKasbiBaTh Gpasy:
Pervctp uHMUMMpOBaH ¥ CO34aH HAy4yHOW rpynnoit spaveit u ao 2020 aensncs
npoektom QOQ "Beepoccuiickas accoumaums 4risi 60nbHBIX MyKOBUCLMEO30M".

Peuwimnu:

Accoluauus ans 6onbHBIX MyKOBUCLMA030M NepefaeT npoekT «Poceuiickuii PerucTp
BonbHbIX MykoBUCLIMO030M» M BCE CBEOEHUs, CBA3aHHbIe ¢ HUM B AccoLuaLuio
MeauumnHckux MNeHeTukos.

B CornaileHue, cocTaBneHHOE MeXay ABYMSI  OPraHuMsaumsaMu  BCTaBUTh
NYHKT, KOTOPbIA 00A3bIBAET CTPYKTYPLI, 3a3HUMAIOLMECS C 3TOF0 MOMEHTa PerucTpom
yKasbiBaTe pasy: «PervcTp wHMUMMPOBaH ¥ CO3[4aH Hay4yHOUM IPYMnow spadeil u 0o
2020 senancs npoektom O0QO "Bceepoccuiickas accoumaiivs  ansg  BonbHbIX
MYKOBUCLIMOO30M".

Tonocosanu: 5 yen. — 3A. EgnHornacHo.

H.B.

Buue-lpesngenrT:



