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Haumnast ¢ panHero mnepuoja JeueHUs] KHUCTO3HOro Qubposa/mykosucunno3a (CF), maHHBIE 0 NalMeHTaX pETHCTPUPOBAINCH H
AQHAIN3UPOBAINCH C LEIbI0 ONpeeneHus (akTopoB, KOTOPBIE NIPHUBOIAT K Oojee OiarompusTHOMY pe3ynbrary. OOImHpHEIE 0a3bl JAaHHBIX,
Takue Kak OCHOBaHHBIA B 1960-¢ roxel Peructp kucroszHoro ¢uodposza CIIIA, crocoOCTBOBAIM pacpOCTPAHCHUIO CBEACHUH M0 YCICITHOMY
JICUCHHIO OOJIE3HH U IPOTHO3Y, a TAKKE MPOBEACHUIO NMPOrpaMM yiydiieHus B cneuuanbHbiX Llentpax CF. YBennuenue o0béMa JaHHBIX 3a
MOCJIEHNE NECATUIICTHS, AOCTYNMHBIX B LleHTpanpHBIX 0a3ax DaHHBIX M PETHUCTPAX MAlMEHTOB, aJ0 BO3MOYKHOCTb CPAaBHEHHUS Pa3JIMUHBIX
METOJIOB M TAaKTHKH TEpaIiy, a TaKXkKe, pasyMeeTcsl, BHeCeHHs JaHHBIX. KadecTBo yxona 3a 6ompubiMu CF paccMarpuBaeTcs Ha HECKOJIBKUX
YPOBHSIX: MAMEHT, MeAuIMHCKNH LlenTp, pernon, crpana U Mup B LeJIOM. B 3T0# cTaThe 00CYXIal0TCS BOIPOCH! YIIPABJICHUS KA4eCTBOM H
YIIyqIIeHHs] Ha KaXXIOM U3 ATHUX YpPOBHEH, ¢ 0cOOBIM BHUMaHHMEM K MHAMKATOpaM 3740poBbs, K posn Llenrpos CF, pernonanmbHBIX ceTeil u
roCyAapCTBEHHOM MOIUTUKY B 3PaBOOXPAHEHNH, K MEKIYHAPOJHON PErHCTPALlK U CPABHEHHUIO TaHHBIX.
© 2014 Espomneiickoe obduiecTBo 1o kuctozHomy pubdposy (ECFS). Omy6nukoBaHo n3aTenscTBOM Dib3eBUp. Bee mpaBa oXpaHsAoTCs.

Kntouesvie cnosa: Peectpsl kucrosnoro ¢pudposa; Crangaptsl; Moaenu nomomy nanueHTaM; YIpaBieHHe KadecTBOM; Pe3ynpTaTel Ipu KuCTO3HOM (udpo3se.

Copepixanue
L BBEICHUE 45
2. ViopaBleHME Ka4eCTBOM Ha YPOBHE MALMEHTA 47
2.1. M CmONB30BaHIe TaHHBIX 110 PCOCTDAM 47
2.2. [MamueHT — B LleHTpe BHUMAHUS 47

*
Asrop, Beaymuii epenucky: CF Unit, University Children's Hospital, Hoppe-Seyler-Str. 1, 72076 Tibingen, Germany - I'epmanust. Tex.: + 49 7071 2983781;

(akc: +49 7071 294054.

Onexmponnvie adpeca: martin.stern@med.uni-tuebingen.de (M. Stern), dominiquepougheon@orange.fr (D.P. Bertrand), ebignamini @cittadel lasalute.to.it (E.

Bignamini), mary.corey@sickkids.ca (M. Corey), bdembski @muko.info (B. Dembski), Cgoss@medicine.washington.edu (C.H. Goss), pressler@mail.dk (T.

Presder), gilles.rault@perharidy.fr (G. Rault), laura.viviani@unimi.it (L. Viviani).

http://dx.doi.org/10.1016/j.jcf.2014.03.011
1569-1993/ © 2014 Eponeiickoe obmmecTso no kucrosnomy Gpuoposy (ECFS). Ony6aukosano usnarensctBoM Dib3eBup. Bee npaBa oXpaHsoTes.



M. Sern et al. / Journal of Cystic Fibrosis 13 (2014) $43-59 45

2.3. Iy O MKALIS A HBIX 47

2.4, OLeHKA KaYeCTBa JKU3HU 48

2.5. OueHKa yI0BICTBOPEHHOCTH AMCHTOB 48
3. YmpaBieHHe KaueCTBOM Ha YPOBHE L CHT DA 48

3.1. OO0cnyxuBaHue, CepTUDUKAIMS U peUCH3UPOBAHUC Ll CHTPOB 48

3.2 Mopenu mOMOILHY, COTIIaCOBAHHBIC AOKYMCHTL 49
4,  VYmupapieHHe Ka4eCTBOM Ha PETHOHAJIBHOM W HAIIMOHANBHOM YPOBHSIX 49

4.1. TTonmuTrKa B chepe 3MPaBOOXDAHCH S

4.2. Crtpateruu yrpaBieHHs KaueCTBOM Ha HAIIMOHAILHOM YPOBHE

4.3. COTpyAHHYECTBO 110 U3YUEHHUIO YIIYUIICHUS KaYeCTBa; YUAIUeCs U BeIyIIHe KOJUIEKTHBBI

4.4. PamxupoBanue 1 00y4eHHE HAMITYYLIMM MIPAKTUKAM (CTaHIapTH3ALMs)

4.5, T DK T BBl

4.6. IIporpamMmbl periCH3UPOBAHUS 1 AKKPEIUTAIIMN KA4eCTBa,

4.7. WHbopMalMOHHBIC CUCTEMBI HA HAIIMOHAILHOM / PErHOHAJIBHOM YPOBHE

5. VYmpasieHne kauecTBOM Ha HAIIMOHAJIFHOM yYpPOBHE

Buenpenue muxnos PDSA u pykoBoACTBO MPOLIECCOM YNPaBIEHHsI KAUECTBOM 58

51. Vay4nieHue Ka4ecTBa
5.2. Peectpsl u ynyunienue KadecTBa
5.3. Jupextussl o CF ¢ 1enbto yiydllieHus: KauecTsa,
5.4. Hanmonanehas crannaprusanus npu CF ¢ 1enbio yiydineHus Ka4ecTsa
5.5. Pounp ynydmieHust KadyecTBa B CKPUHUHIE HOBOPOXKIEHHBIX
6. YmpaBieHHe KaueCTBOM Ha MEXKIYHAPOJIHOM YPOBHE .
6.1. MexayHapoHble CPABHEHHUS: TEKYIIEE MTOJI0KCHHE
6.1.1. Br160p MHIMKATOPOB U KX OTIpeeIICHUE
6.1.2. Hukmet PDSA
6.2. Mesk1yHapOIHbIC CPaBHEHHMSI: KOHCEHCYC
6.2.1. Br10op uHIUKATOPOB
6.2.2. Amnanus gaHHbBIX 1 00OMEH METaAaHHBIMU
6.2.3. COop IaHHBIX U BEIOODP XpaHWIUIIA,
6.2.4.
6.2.5. VYyacTie naireHTOB B MEXKIYHAPOIHBIX CPABHCHUSIX

Kondaukt uaTepecon
Bripakenune 6marogapHocTH
Jlurepatypa

1. Bsenenne

Hauunas ¢ panHero mepuojia JIedeHusi KUCTO3HOTO (hrdpo3a
(CF) (unm MyKOBHCIHI03a), MOJPOOHBIC CBOAKH O OOJBIINX
KIMHUYCCKUX TPYIIAaX HCIOIb30BAIUCH U ONPCICICHUS U
ONHUCAHMS HAWIYYIICH TAKTUKWA TEPalud, HAa OCHOBAHHUH
pesyibratoB ¢ yiydiienueM [1, 2]. B paHHHX CTaThsX MO
Benennio CF ocBemancss KOMIUIEKCHBIH TOJAXOJ K Teparuw,
TEKyIIeMy HaOJIOICHHUIO, XapaKTePUCTHKE HWHIMBUAYaIbHBIX
npoduiieli ¥ NPOrHOCTHYECKMX HOATPYMI. B repBbie Trojbl
TAKOKe MPOM30ILIA MOYYUTENIbHAS MCTOPHUS, KOT/Ia TEPanuio B
a’pPO30JIbHON MajaTKe COWIM TJIABHBIM JJICMCHTOM TEpPAIUH,
Omaromapsi KOTOPOMY JOCTUTAIOCh 3aMETHOC MOBBIIICHHUE
BBDKMBACMOCTH B OJHOM KPYIHOW KJIMHUKE, YTO W OBLIO
JIOKYMCHTHPOBAaHO BO BHOBb opraHm3oBanHOM Perumctpe CF
CIIA [3, 4]. B nocneayromiee IeCATHIETHE, OIHAKO, CTAJO
SICHO, YTO HAYYHOTO TOATBEPKACHUS OJIaronpusaTHoro 3ddexra
Tepaluy B a’po30JbHOM manatke He noiydeHo [5]. Tem He
MEHee, pe3yJbTaThl C YJIyd4lleHueM ObUTH  (QakToM, |
MOCTCTIICHHO, Y C OOJBIIUMH OCHOBAaHUSIMH, BHHMAaHHE
HANPABUIIOCh HA KOMIUICKCHOC BCICHHC MALMCHTOB, BKIIFOYAst
paHHHUU IMArHO3, 00yYCHHE MAIMCHTOB U POJUTEIICH, 4acTOTY
MOCCIICHUI  Bpaya,  ©KCIHCBHYK  (QU3HOTCpAIMIO |
arpeCcCUBHYIO TEpaNuio aHTHOMOTHKaMH. B TOT ke camblit
MEePHO/I B LIEHTPE BHUMAHHSI OKA3aJIMCh POCT U [TUTAHHE.

DTO TaK)K€ HA4YajJoCh C COOOIIEHWH, YTO 3HAYHUTEIHHOE
yIydIlIeHHe  pe3yJbTaTOB B  OJHOW  KPYMHOH  KJIMHHKE
Habmomaercs y mamuernToB ¢ CF, KoTopeIM mpommchiBam
KUPHYIO JUETY BMECTO TPAJUIMOHHO MPUHITOW HU3KOKUPOBOH
[6, 7]. Ho Tosnbko mociie cpaBHeHus HaHHBIX 1m0 peructpam CF
JBYX KPYIHBIX YHUBEPCUTETCKUX KIMHHK CO  CXOXKHUMH
JeMorpaMuecKUMHU  MapaMeTpaMu ¥ [PAaKTHKOH B JAPYrux
ACMEKTax Tepanuy, BO3MOXXHOCTh HOPMAIbLHOU JHETHI U LENb
HOpMalibHOTO pocta manmueHtoB ¢ CF  crama mmpoko
npu3HaHHOH [8].

XOTsl TOCTOMHCTBA KOHKPETHBIX METOJ0B TEPAIUH JOJIXKHBI
MOATBEPKIATHCS  PE3yJIbTaTaMH  MPABHJIBHO  MPOBOJUMBIX
UCCIIeIOBaHNHM, OOJIBINYIO [IEHHOCTh UMEET aHAJIN3 M CPaBHEHHE
pe3yJbTaTOB B OOJIBIINX KIMHHYECKUX MOMYJSIIUSIX C IENIbI0
JIOKYMEHTUPOBAHUSI BPEMEHHBIX HM3MEHEHUH U OmNpejeieHus
OpOIeIyp M METOJOB, KOTOPBIC CBSI3aHBI C IOJIb30M WM C
npobremamu.  OcoOyr0 BaXHOCTh HMCIOT  HAI[MOHAJIBHBIC
pErucTpbl, B KOTOPBIX COOpaHbl BCE CIydad, WM OCHOBHAs M
oxapakrepu3oBaHHas 4acTh nanueHtoB CF gaHHOrO peruosa.
HanmonansHeie exeroano nomonHsemble peructpel CF B CIIIA
¢ 1966 1. [9] u B Kanane ¢ 1970 r. [10] 6buH co3/1aHsbI, B IEPBYIO
ouepejib, ISl OMUCAHUS MOMYJISIIMOHHBIX MOJENEH TUArHO30B,
nemorpadun u cmeptHoctr. C romamu Obiia  J00aBiicHA
JIOTIOJIHUTENbHAST MHPOPMAIMS Uil [POCIEKUBAHKUS BAXKHBIX
koppersiuii iporuo3a CF, takux kak QyHKIUS JECKUX U POCT.
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B mawane tekymero crometuss peructp CF CIIA navan
COCTaBIATh CBOJAKH TO KaxaoMy LIeHTpy, 9TO MO3BOIIIO
Lenrpam CF ompenenuts cBod paHr 3(QQGEKTHBHOCTH, OT
HU3KOT'O /10  BBICOKOIO, TII0  HECKOJBbKMM  KJIIOUEBBIM
nokazaressim. @ougom CF (CFF) Obuia 3anymiena Munnuatisa
kauectBa [11] mis nomaepxku LIGHTPOB B MX COrNIACOBAHHOM
YCHJIMH K  VIYYNICHUK  IUIOXMX  PE3YyJbTaTOB |
BOCIIPOM3BENIEHUIO  yclemHoW  ctpareruu  LleHTpoB  ¢C
MTOCTOSTHHO XOPOIIUMH TOKA3aTeIIMH Pe3yIbTaTOB. PerncTpsr
CF ocHOBanM HEKOTOPBIE EBPOTCHCKUE CTpaHbl, a TaKKe
Asctpamus n HoBas 3emanans, W NpuiIararoTcs MOCTOSHHEIC
ycunust Kk opranusanuu esporneiickoro peructpa CF, koTopsril
COCIMHHT JaHHBIC CYIIECCTBYIOIIMX HAIMOHAIBHBIX PETHCTPOB
W JaHHbIE TI0 CTpaHaM, HE HMEIOIIUM perucTpoB [12].
EBporneiicknii peructp manuenToB OOmiecTBa M0 KHCTOZHOMY
¢ubpo3sy [13] 601 cozman B 2004 1. 1 GbUT OCHOBaH Ha cOope
OTIpEe/ICIEHHBIX JIeMOrpaUIecknX W KINHHYCCKUX ITaHHBIX.
[Mozoaee, nemorpaduueckue nanaple 1o peructpam CF,
coOpaHHBIE B X0/I€ TIPOBEACHHS 6-TO €BPOIEHCKOT0 paMOYHOTO
IIpoekra KOOpIUHALUU neiictBuit (20062010 rr.),
IIPOJIEMOHCTPUPOBAIM JUCIIPOIIOPLIMH B YXOJI€ 32 MallMeHTaMH1
MEXIy 3alaJHbIMA U BOCTOYHBIMH CBPOICHCKHMHU CTpPaHAMHU.
K nawamy 2013 r. yuactBoBamu 20 eBpomeickUX CTpaH,
npeacraBisgBmmx — Oonmee 18 000 mamumentoB ¢ CF.
BeimyckatoTcest rooBsie 0TuéThI [14], 1 ObLT POBEAEH TIEPBbIi
o6o6maronwmii ananus [15].

bbu10 pa3BEPHYTO HECKOJIBKO MPOrpamMM IO YIPABIECHUIO
KayeCcTBOM,  MOTHMBHUPOBAaHHBIX  cpaBHeHHeM  LleHTpoB.
Hauanpnast paspaborka peructpa B ['epmMaHMu Ha3bIBajach
[TpoekroMm oOecrieueHHs KayecTBa IMPH KHUCTO3HOM (ubpo3e
(CFQA) [16], u npoBoamiack 3aJ0Ar0 OO TOrO, Kak Hes
myOnukanuu cBooK 1o L{eHTpam Oblia mpru3HaHA TOTYCTHMOI
B JPYrHX pernoHax. B TO BpeMs Kak MHOTHE PETHCTPHI
COO0IIAOT O BBDKMBAHHWM JI0 CPEJHETO B3POCIOTO BO3pPAaCTa,
oruér w3 IOxHO#t Awmepukn [17] CcHyXHT MeYaTBHBIM
HATIOMHHAHUEM, 4YTO BHHUMAaHHE K KA4yeCTBY M CaMoil
BO3MOXKHOCTH OPraHW3alM{ TOMOIIM UMEIOT MEPBOCTEIICHHYIO
Ba)KHOCTb.

Hapsiny ¢ ©0a3amu pgaHHBIX KpymHBIX LleHTpOoB U
HAIMOHAIIbHBIX PETUCTPOB, oT (apmaneBTHIECKOM
MIPOMBIIIJICHHOCTH TaK)Ke HCXOMMIN WHHUIMATHBBEL 10 cOOpy
JIONTOCPOYHBIX JAHHBIX II0CJIE MIMPOKUX MHOTOIICHTPOBBIX
WCTIBITAHNN JieKapcTB s obOecniedenuss Paspl [V B ananmmze
nmedeOHOTO  JAeWCTBUS W I WM3YYEHHS — NPOYHX
MIPOTHOCTUYECKUX (baxTopoB. ONHUIEeMUOIOTHYECKOe
uccnenoBanue kucrosnoro ¢uodposa (ESCF) [18] Obuio
MHOT'OLICHTPOBBIM HaOJII0JaTeIbHBIM UCCIIEI0BAaHUEM, KOTOPOE
¢uHaHCHpPOBaJIO COOp OOIIMPHBIX KIMHUYECKUX JAHHBIX I10
marmenTaMm B Llentpax-ygactaukax w3 CIIA wu Kanagsr
PenpeszentatuBHOCT, W HemnpepbiBHOCT  ESCF  Obima
OCJIO)KHEeHa (DMHAHCOBBIMH IMPOOJIIEMaMH, TaKk 4TO HE BCeTIa
JIETKO HMHTEPIIPETUPOBATh PETHOHANBHBIC pACHpeieieHuS U
BpEeMeHHbIC KapTHHBI. HO Takoil aHaiaM3, HECOMHEHHO, YCHIIMII
UHTEPEC K CPaBHUTEIBHBIM MCCIICJOBAHUSM M  3aTPOHYI
MHOTHE BOIIPOCHI, KOTOPbIE YMECTHEE pa3peliath aHaIHu30M
HAllMOHAIBHBIX ~ PErHCTPOB, MO Mepe TOro, Kak OHH
BTATHBAIOTCS B y9aCTHE.

Bompocsl cobmronenns BpaueOHONW TalWHBI M aBTOPCKOTO
mpaBa JIOOBIX MyONUKAIMA JOJDKHBI MpOpadaThIBaThCS Ha
HaJaJbHOM CTagWM TUTAHUPOBAHWS TaKWX HCCICIOBAHUH.
Henb3st 10BepsITh SKBUBAJICHTHOCTH CTaHAAPTHBIX MU3MEPECHUM
B Pa3HBIX MOMYJSIUSIX, U Ja)XKe B MPEICIaX OJHON MOIMYJISIUH,
YTO OKa3bIBaeTcsl eIl OJHOM MpoOJIeMOW NMpU CPAaBHEHUSIX Ha
OCHOBaHMM [aHHBIX M3 peecTpoB. McTopust M TpoOIEeMBI
sTamoHoB KawectBa momomu mpu CF ¢ mcmonb3oBaHHEM
JIaHHBIX U3 PEeCTPOB OBUIM PacCMOTPEHBI B OJHOW HeIaBHEH
cratee [lexTepa [19].
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IIpoBosieecs ceifyac HCCIIEJOBAHUE IO PAHHEMY KOHTPOJIIO
ncesnomoHanuo uHpekmmu (EPIC) cayxur mpumepom
HAOJI0IaTEIFHOTO MCCIIEAOBAHS, YaCTUIHO M 0e3 003aTeNbCTB
MO P>KaHHOTO co CTOPOHBI (hapmareBTHIECKOH
MIPOMBIIIJICHHOCTH, KOTOPOE COYETACT AaHAJIU3BI PETUCTpa H
[IEJIEBOM TMOMYNANNN MOJOIBIX aMEPUKAHCKUX TAI[HCHTOB.
HccrenoBanre HAlEICHO Ha PELICHUC KOHKPETHBIX BOIIPOCOB
OTHOCHTEIILHO PAaHHHX CTajuii nmatojormyeckoro mnponecca CF u
BbIOOpa Tepanuu [20]. B ogHOM aBCTpaIMiCKOM HCCIIEIOBAHUM
narpieHToB ¢ CF, 1OuarHoCTUpOBaHHBIM TPU  CKPUHUHTE
HOBOPOXIEHHBIX,  MHOAYEPKHUBACTCS  TPYTHOCTH  BBIOOpa
mapaMeTpoB IS OICHKH Mporpecca, a, CIeJOBaTeNbHO, H
VIpaBJICHUS] KAdecTBOM, y MIAMIIMX MarueHtoB  [21].
Habmromenne 3a THIaTeNbHO OOCIICAOBAHHBIMH — TPYIIAMH
Mosonpix manueHToB ¢ CF, 0COOCGHHO BBISBICHHBIMU IPH
CKPUHUHTC HOBOPOXIEHHBIX, AT OTIUYHYK BO3MOXKHOCTBH
OTHUCAHUSI U pa3pabOTKK HAMITYUIlEi TaKTUKH JieueHus [22].

D¢ddekTuBHOE YyMpaBIcHUE KAueCTBOM Ha BCEX YPOBHSIX
JIOJDKHO TIPHU3HABATH YYaCTHE W MOTPEOHOCTH BCEX MAPTHEPOB B
9TOM TIPOIIECCe, OT MEIUIIMHCKHX CTICIIHATUCTOB U IIEPCOHANA 110
MAIFEeHTa ¥ YICHOB €T0 CEMbBH, a TaK)XKe TeX, KTO aHATU3UPYET U
OIIGHUBACT pe3ynbTaThl. [Iporiecchl mpeaocTaBIeHs JaHHBIX H
JIOCTYyIAa K JaHHBIM JOJDKHBI OBITh MPO3PAaYHBIMH U PETYJISPHO
HMHCIICKTUPOBAThCs. JIOJKHO COOJIONATHCS PAaBHOBECHE MEXKIY
9THM MPOIECCOM M IPEANOJIAaracMbIMU PE3yJIbTaTaAMHU, YTOOBI
Bce LleHTphI MOTJIM y4acTBOBATh HA YPOBHE, COBMECTUMOM C UX
pasMmepamu, (UHAHCHPOBAHMEM MW JTAllOM Pa3BUTHSA. AHAIH3
W3MEHEHHH BO BpPEMEHM W TIO pErHoHaM, C TpU3HAHHEM
M3BECTHBIX W BO3MOJKHBIX MPEISATCTBUH, MOXET MPEJOCTaBUThH
CBEACHHUS M YKa3aHUS JJIS TIOCTOSHHOTO YIyYIICHHUS JCUCHUS W
ucxozos npu CF.

[ ]

||
Makpo

Muxkpo Meso
Puc. 1. Yposuu ynpasnenus kauectsoMm npu CF. P — nauument; C — Llentp
JedeHns] KHUCTO3HOro ¢uobposa; R — permonambHOe pyKOBOACTBO, TPYIIIBI
kauecTBa; N — HalMOHAlbHAas TMOJNMTHKA 3/PaBOOXPAHEHMS, PEECTPBI,
aTrecTanms; | — MeXOyHapoAHBIe JUPEKTHBBl M PEKOMEHJAIWN.
JlapTMyTCKHH TMOJXOJ HJUTIOCTPUPYET Pa3INyHble YPOBHU KIMHHYECKON
TIOMOIIN: MUKPOCHCTEMHBIH ypOoBeHb (ITAIIUCHT, CeMbs, OpUrajga mo yxomy 3a
MalMECHTOM); ME30CHCTEMHBIH ypoBeHb (OONBHHMIIA); MAaKpPOCHCTEMHBII
YPOBEHb (OpraHMU3aIMH 3APAaBOOXPAHCHHUS, CETH, PyKOBOACTBO) [27].
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VYnpapieHue Ka4eCTBOM TECHO CBSI3aHO C LIENbIO YIIyUIlICHUs
KadecTBa. B 31paBOOXpaHEHHH YIydYIICHHE Ka4decTBa ObLIO
OIIPEJICIICHO KaK «MEKTUCIUILTUHAPHBIT mporecce,
HAMpPaBJCHHBI HA MOBBINIEHHE BEPOSTHOCTH MPUMEHEHHSI
HAWJIy4lIed TPAKTUKU NPO(UIAKTHKY, TUATHOCTHKH, TePAIUK
U peaOMIUTAIUH, C ICIJIBIO TIOICPIKAHMS, BOCCTAHOBIICHHS HJIH
YIYUIICHUST PE3YJbTATOB Ul WHAWBUIYYMOB U MOMYJISILIAI»
[23]. Vayumenue kadectBa — Hay4HbIM mporecc [24], U oH
BKIIIOYACT sl Pa3iM4YHbIX CTpaTeruil Ui  HM3MEHEHUS
MOBEACHHS TALMCHTa M JIEYeOHOr0 YUPEKICHHS, a TaKKe
MOCTPOCHHE CHCTEM HMHCIEKIUH U OOpaTHOW CBSI3W, BEICHUS
OOJNBHBIX,  MOMJEPKKHA  CAMOCTOSTCIBHOCTH,  PETHCTpa
MaIUeHTOB, KOMIIBIOTEPHOTro obecreuenus: pemenuit [25]. Ho
rJIABHOE, OCHOBHASI CTPATETHsl BKIIIOYACT MTEPATUBHBIC ITUKIIBI
OLICHKM pPEe3yJbTaTa, BBISBICHUS TPOOJIEM, WCIIOJHCHUS
BO3MOKHBIX PEIICHUI M IIOBTOPHOU OLEHKH [26].

VYmpasnenne kadectBom mnpu CF  ocymecTBisercs Ha
Ppas3IUYHbIX YPOBHSIX: MAIMeHT, Hewnrp, PETHOH,
HAIlMOHANIBHBIN, MexayHaponuerii  (Puc. 1).  apTMytckuit
MOJIXOJT «CHCTEMbI BHYTPH CHCTEM» MPEIIONaraeT pa3invHbIC
YPOBHH KJIMHUYECKON MOMOIIU: MHKPOCHUCTCMHBIN YPOBCHb
OXBATBIBACT IMALMCHTA, €r0 CEMbID, OpHraxy IO yXOIy 3a
naueHToM B llentpe CF; Me30cHCTEMHBIH ypOBEHb — 3TO
oompaumia  wiaum Llentp CF,  BBINONHSIONIMN  yXOZ;
MaKpOCHUCTEMHBIN YPOBEHb BKJIFOYAeT OpraHu3alum
3JpaBOOXPAHEHUs, CETU U PYKOBOAsIIME oprausl [27]. JlanHas
CTaThsl paccMaTpPUBAET BOIPOCHI YIPABICHHS Ka4eCTBOM Ha
Ka)JIOM U3 3THX YPOBHEH.

2. YnpaBjeHue Ka4eCTBOM HA YPOBHE MAI[HEHTA
2.1. Hcnonvsosanue OaHHbIX pecucmpa

[ManueHTsl HAXOAATCS B IEHTPE BCEX YCHIHHA IO
YIYUIICHAIO KAuecTBa MOMOIIK. JTO MPEANONaraeT, 4ro OHU
BMECT€ C TMEPCOHAJOM NPHHUMAIOT AKTHBHOE YYacTHC B
HCMPEPHIBHOM ~MPOIECCE YIYYIICHUS KadecTBa. B 3ToM
OTHOILIEHHH OBLIO I10KAa3aHO IIOJIE3HLIM  MCIOJIL30BaHUE
nanneix  peructpoB CF B exenneBHoM yxone [28-31].
Knaccuyeckre HWHIMKATOPBI  PE3YJIbTATOB,  OIMCHIBAIOIINC
COCTOSIHAE THUTAHUS W (QYHKIHUIO JIETKUX, JOBOJSTCSA JIO
NAlMeHTOB B Mecre wuxX HaOmogenus [32], W JOIKHBI
CIOCOOCTBOBATH PA3IMUHBIM CTPATETUSIM YITyUIIEHHs] KAYeCTBA
MIOMOIIY, C MOJOXKUTEILHLIM BIMSIHUEM Ha KAueCTBO JKM3HHU U
OJKHUIAEMYIO MIPOJIOJKUTEIBHOCTD KHU3HH.

2.2. layuenm — 6 yenmpe GHUMAHUSL

[TareHTH — 3TO 0OBEKTHI YXOMa, HO TaKXKEe W IKCIEPTHI 110
kmHn ¢ CF, W uX OmBIT MOXET MJONOJHATH 3HAHUS
npodeccnonanoB B nedenmn CF. TlanmmeHTBI W WX CEMbH
YYaCTBYIOT B YJIYYIICHHU KAauecTBa HAa BCEX YPOBHAX, U HX
COTPYAHMYECTBO — OCHOBHAas  Mpeanochuika.  [loiHoe
YBa)KCHUE, JOBEpPHE W MPO3PAYHOCTh JOJDKHBI JIOCTUTATHCS
napTHEpaMu, MPU COBMECTHOW OTBETCTBEHHOCTH 3a YCIEX H
BbIMOHeHWe Tepanuu. C  00eux CTOpOH JIODKHA OBITh
OTKPBITOCTH W XKeJIaHUE YUUTHCS APYT Y IpyTa.

B Takoii mpouecc yaydiieHHs KadecTBa BKIIOYAIOTCS
pasnu4YHbIe JCHCTBUS. OIEKTpOHHBIE (aliabl Ha OCHOBE
MOJXOMAIICr0 MporpaMMmHoro odecneueHust (Hamp. Port-CF,
MUKO.dok., Peectp ECFS) sBustoTcs HEOOXOIUMBIM
MpeBApUTEIBHBIM yCIIoBHEM. [[Jisi IEMOHCTpAIUi CpaBHCHUI
JI0 ¥ TIOCTIC MPENPUHSTHIX TEPAIEBTUYCCKUX MEP MOTYT OBITh
NPEICTAaBICHEl WHAWBHAYaIbHBIE WM  CTPYIITHPOBAHHEIC
napaMmeTpsl HAOIIO/ICHUST M1 HEOOXOIUMBIE TAaHHBIE.
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Takue amekTpoHHbIC (Daliabl M KapThl HAOJIFOJCHUS MOXKHO
MPEICTaBIATh Ha Tepuoamyeckux copemanusax CF Opuramer u
Ha PEryISPHBIX KOH(PEpeHIHAX IO YIy4IICHHIO KadecTna,
c(hOKYCHPOBAHHBIX HA OTACIHHBIX MAIIMEHTaX M POIUTEISX.

Pasnmuunble  TepameBTHYECKHME  MEpbl  OCHOBAHBI  Ha
MEXIYHApOAHBIX W HAIWOHAIBHBIX IHPEKTHBAaX. EjkeromHbe
LENIN TEparuy MOXKHO YCTaHABJIMBATh BMECTC C IMALUCHTAMHU U
POIUTENSIMK, TaKKE MOTYT OOCYXIATbCs KOHTPAKThl Ha
JIeUeHHUE.

[TomOXUTENBHBI OMBIT B 00JACTH JICUCHHS JIETKUX W
HYTPULUOJIOTUH MOAYEPKUBAET YCIEIIHOE NPUMEHEHHUE I1aroB
M0 YJIyYLIEHUIO KAaYeCTBA CPEIU OTJAENIbHBIX MALUEHTOB U TPy

¢ CF. Hampumep, ecTeCTBEHHOMY HPOrPECCUPYIOIEMY
CHIKeHHI0 00béMa (opcupoBanHoro Beioxa 3a 1 cex (FEV))
[33, 34] MOYKHO HPENSITCTBOBATh pa3IUYHBIMU
TEparneBTHIECKUMHU BMEIIATEIbCTBAMH, TaKUMHU Kak

NMPOTHBOMH(EKIIMOHHAS ¥ MPOTHBOBOCHAIUTEIbHAS TEpaIus, a
TaK)KE€ BBEJCHHEM HOBBIX METOJOB B IOATPYMIAX MAIEHTOB
[35-37]. CobGmonenne pyKOBOJACTB JEYEHUS OPOHXOJIErOYHOU
cuctembl [38], oOydeHHe W NPAKTHYECKUE 3aHSATHS BpauCi,
cemeii u nanueHToB [39] obecrneynBarOT yCHEUIHOE MOBBIIICHUE
KayecTBa M YIYYIIAIOT pe3yiabTarthl. KitodueBble menmu —
npopUIAKTUKA U PAHHEE JICYCHUE 00OCTPEHUI. DTOMY NpPU3BaH
CIocOOCTBOBATh ~ KOHTPOJIbHBIM ~ CITMCOK, BKJIFOYaeMBI B
9JIEKTPOHHBIE (haiNIbl, KOTOPHIA oOpamaeT BHUMAaHHE MAIMEeHTa
Ha paHHUE TIPU3HAKH OO0OCTPEHHS. AJNTOPUTMBI TOTO, YTO
nenath, korma FEV; cHmkaetcs, ciyXaT IOMOJHUTEIbHBIM
MOJIC3HBIM CPEICTBOM; OHHM TaKXKE JOJDKHBI COICPIKATHCS B
JMIEKTPOHHBIX (haiiyiaX U ObITh SCHBIMU IS AIIUCHTA.
AHAJOTHYHBIA  OTMBIT MPUOOPETEH I THETUYECKUX
WHTEpBeHINH. MHOTHE MalMeHTHl He CIEAYIOT PYKOBOJICTBAM U
pekoMmeHmansM 1o nuTtanuio  [40,41]. Drto  oKa3bIBaeT
OTpULATEJIFHOE  BO3JCHCTBHE HA  COCTOSIHHE, [OCKOJBKY
JIMETOJIOTMYECKHE KOHCYJIbTALlMK, IOBBIIICHHOE MOTpeOIeHue
KaIopuii u  Xopommi  Qu3nyeckuil craryc CBSI3aHBI  C
OJIATONPUATHBIM PE3YJIbTATOM. B OTHEIBHBIX CIy4asx MOXKET
OKa3aThCsA aJCKBAaTHON HWHIMBUAYAJIBHO IPHUCIIOCOOJICHHAS
cTpaTerus. YCWIHA TIO VIYYMICHHIO KadecTBa BKIIOYAIN
WHANBUAYyaIbHBIC CTaHAAPTH30BAaHHBIC IDIAHBI MO0 MUTAHUIO, a
TAaKKE TIOBCACHYCCKHE W TMHUINEBBIC WHTCPBEHIINHA  JUIA
yIAy4IICHUS COCTOsIHUA nuTaHus naiuentos ¢ CF [42, 43].
JIOTIOTHUTEIIBHBIC MPOCKTHI M0 YIYYIICHHIO Ka4eCTBa, TAKUE
Kak oObeauHeHue LIeHTPOB B ceTh, MHIUBUAYAJIBHBIC MPOCKTHI
MO0  VIYYIICHUIO  KAyecTBa, TCPYIIOBBIC  JCHCTBHSI |
CTaHIApPTHU3aIMsI, OCHOBAaHBI Ha COCIWHCHWH HAaHHBIX O
MAIMeHTaX, MaHHBIX PETHCTPOB M WHAWBHIYAIBHBIX YCHIIHI.
Ectp Taxxke mecro w s ynanéHHOM Tepanmuu W JACHCTBUN
manueHToB. TakuM oOpa3oM, ymydiieHHE KadecTBa Ha ypPOBHE
MAaIMeHTa — 3TO LCHTPalbHAsl U PELIArOIIAsl YacTh YIPABICHUS
kagectBom 1pu CF, compoBoxkmaemas yriayOJi€HHBIMH U
PACIIUPEHHBIMU MMOAX0aMHU Ha IPYTUX YPOBHSX.

2.3. Ilybaukayus Oanmvix

Hamrexxammii yxon npu CF u mocTtosiHHOE yIydIIeHHE
KIMHAYECKOH  TAKTUKA  HEOOXOMWUMBI  JJIS  YIIYYLICHHS
0JarococTosTHKA U KadecTBa »u3HU 00abHbIX CF [44]. Peructpsl
MAIMEHTOB MMEIOT BEJIMYAIIyI0 Ba)KHOCTH HE TOJIBKO C TOYKU
3peHHsI IKCIEPTOB, HO W Ui WH(POPMHPOBAHUS IAlUCHTOB.
Hapsimy ¢ mpemocTtaBicHHEM JOCTOBEPHBIX M COIOCTABUMBIX
JAHHBIX O KakKOW-1MOO CTpaHe, OHU CIYXaT ICHHBIM
HHCTPYMCHTOM JIJIs JIOOOMPOBAHUST HEOOXOIUMON MOMOIIU TPU
CF. JlaHHBIE pETUCTPOB [OJDKHBI OBITH JOCTYIHBI  JUIS
MAI[ICHTOB M HAI[MOHAIBHBIX OPTAHOB 3paBOOXpaHeHusI [45].
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Bo muorux espomneiickux crpanax CF — penxas OosiesHp —
KOHKYPHPYET 32 COpa3MEpHyI0 OO B HAIHOHAIHHOM
Oromkere 3apaBooxpaHeHus. OJHAKO BaKHO, YTOOBI JTaHHBIE
NPEJICTaBSINCG B OJaronpustHoM cBeTe [46], u uTOOBI
NPE/ICTABUTEIH MAlMEHTOB ObUIM 00yUYeHBI MHTEPIPETUPOBATD
uX.

B CIHA pesynabratel nanueHtoB B kaxkaoMm lLlentpe CF
ObUTH B OTKpbITOM Joctyne ¢ 2006 r.
(www.cff.org//CCNP/CareCenterSel ector/I ndex.cfm).
HutepecHo, 4to 3TO JEHCTBHE HE TMPHUBEIO K TIEPEXOILy
MAIlNEHTOB B CKOJBKO-HUOYIh 3HAUUTENHHBIX KOJIMYECTBAX B
LeHTpHI ¢ TyYIIUMU TOKa3aTEIIMH.

2.4. Oyenka xauecmea JHcusHu

3a mociemaue 20 net ObLT paspaboTaH psiJi HHCTPYMEHTOB
JUIA OIIGHKH CTaTyca 3/J0pOBBbS TALMEHTOB M TOTO, Kak
YYBCTBYIOT CeOsi M JCHCTBYIOT MAIMEHTHI 10 OTHOIICHUIO K
cBoeit 6onesnu [47]. AHKETbI, KOTOPBIC OMPEIEISIFOT KaueCTBO
xu3nn nanueHToB ¢ CF (ucnpaenennas ankera CF [CFQ-R] u
aHKeTa KayecTBa XM3HU Ipu KucTozHoMm ¢(ubdpose [CFQoL]),
CUNTAIOTCS IICHHBIMH HMHCTPYMEHTAMH C TIOATBEPKICHHOM
JIOCTOBEPHOCTHIO, BHYTpCHHEH 000CHOBaHHOCTHIO u
YyBCTBUTEIHHOCTHIO. [10CKONBKY NIETOYHBIE 00OCTPEHUS SBHO
CBSI3aHBI C YXYyIIICHHEM CHUMIITOMOB IJIETOYHOW WH(EKIHH H

CaMO4yBCTBUA, 9THU AHKCTBI npeaACTaBJIAIOT BaXKHBII
HUHCTPYMCHT MJI1I MCHOJIB30BaHUSA BMCCTEC C KIMHUYCCKUMU
Oorpocamu, HallMOHaJIbHbBIMHA u MCKAYHAPOAHBIMU
06CHC,HOBaHI/IHMI/I, U Hapdaay C JOpyrumu  CpeacTBaMu

(ompenenenue KIMHUYECKOW 3(PQPEKTUBHOCTH, 3aMEHSIONINE
cpezcTBa win Ouomapkepsl) [48]. EBponeiickoe MeIUIMHCKOE
areHTCTBO  PEKOMEHJIyeT, 4YToObl B  JOMNOJHEHHE K
JeMoHcTpanuu 3O(OEKTUBHOCTH JICUSHHUS, TIPH HCCIISTOBAHUSIX
CF Takke BBINOJIHIACH JIEMOHCTPAIUs OJIArOMPUSATHOTO
BJIMSTHUSL HA KQUECTBO XKHM3HU B CBSI3U CO 3710poBbeM [49].

2.5. Oyenka yoosnremeopénnocmu nayueHmos

«[lanMeHThl 4YyBCTBYIOT YBEPEHHOCTb, KOTJa 3a HUMH
YXa)KMBAaCT MEIUIIMHCKUI MepcoHal, 00IaJaroIluil ONBITOM B
Jgeyennn wux 3a0oseBanus» [50]. ITooTOMy B HECKOIBKHX
CTpaHax pa3pabaTHIBAIOTCS MEpHI 1O YIYYIICHHIO KadecTBa,
WCXOISIINE M3 YIOBJICTBOPEHHOCTH TanueHnta. B T'epmanuun
OBUTO TIPOBENCHO HAIMOHAIBHOE WCCIEeJ0BaHUE, KOTOPOE
AHAITM3UPOBAJIO BOCIIPUSITHE U YAOBICTBOPEHHOCTD MAICHTOB
noMOIIbI0, OKasbiBaeMoii B ux Ilentpax [51]. IlokazaTens
y4acTus, JIOCTUTaBIIUH 71-74%, oTpakal
3aMHTCPECOBAHHOCTh  MAIMEHTOB B COTPYIHHYECCTBE IO
YITy4IICHUIO Ka4eCTBa yX0/1a 32 HAMHU.

OpmHaKo MepHl MO YIYYIICHHIO KadecTBa, HAIIPAaBICHHBIC Ha
YIOBJICTBOPCHHUE TMAIMECHTOB, TIOJNE3HBI JIMIIb TIPH YCIOBHHU
00CYyX/IeHUS pe3yIbTaTOB MEKIY MEIUITMHCKAM MIEPCOHATIOM 1
MIPEACTaBUTENAMH MarueHToB. Croco0 s OpraHn3aIiui TaKoi
MOCTOSIHHOW TEKYIICH CBsI3U — (POPMUPOBAHKE TUCKYCCUOHHBIX
TPYIIIL, KOTOpBIE  PEryJISIPHO BCTPCYAKOTCSI. Takue
JIUCKYCCUOHHBIC TPYIIBI TaKKE MOTYT CTaTb HHCTPYMEHTOM
HETOCPEACTBEHHOIO YIIPABJICHUS YIYYIICHHEM MMOMOIIN B TEX
CTpaHax, TJe OICHKAa KadeCTBa W MEphl M0 YIYYIICHHIO emié
TONBKO HAYMHAIOTCH. JIMCKYCCHOHHBIE TPYHIBI TPeOyIOT
TIOJTHOM TOOPO’KEIAaTeNEHOCTH CO  CTOPOHBI  MEIHIIMHCKOTO
VApeXKACHUS, a TakkKe OOY4eHHS YyJYacTBYIOIIMX B HHX
MPEJICTABUTEIICH MAI[ICHTOB.
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CBOJIKa 3JIEMEHTOB YINPAaBJICHUSI Ka4eCTBOM, HAIPaBJICHHBIX
Ha TaIeHTa, npecTaiena B Taoumre 1.

BOHpOCLI " OTBCTHI

B1 KakoBo 3HadueHMe 2JIEKTPOHHBIX (ANIOB TAIMEeHTa
U KapT HAOMIONEHWS U YIPaBICHUS KadyeCTBOM
npu sedenuu CF?

Ol  DnekrpoHHble  (aiibl  HanMeHta W KapThl
HaOJIOAEHUsST ~ CIIy>)KaT OCHOBOW st oOMeHa
JAaHHBIMH C TAIWEHTaMH, Ui WHINBHIYaJIbHBIX
cpaBHeHMH, Uil KapT LlenTpa u s onpeneneHus
LeJel Tepanum.

B2 Kak wmoryr BBOAWTBCS M  KOHTPOJIHPOBATHCS
WH/IMBH/yaJIbHbIC [TOKa3aTEJIH COCTOSHHUS JICTKUX U
¢usnueckoro craryca (nuranus) npu geyenuu CF?

02 C co0uroieHeM HalMOHAIBHBIX u
MEXIYHApOJHBIX CTAaHAAPTOB W OIpPEICICHUHA, U
WCTIONE30BAaHUEM  yCTAHOBJICHHBIX  HOPMAbHBIX
BEIMYMH B PA3IUYHBIX BO3PACTHBIX KOTOPTaX;

MOJKHO OTM€EYaTh HAWITYYIIYEO MPaKTUKY,
yCTaHaBJIUBATh WH/IUBUYaTbHBIC LA u
YIPABJIATH UMH.

B3 KakoBo 3Hauenwe COOOMMIEHHBIX MAIlMEHTAMU
JNAHHBIX O KaueCTBE OKM3HM U aHKET 10

YAOBIETBOPEHHOCTH TAIMEHTOB JJIsi PabOTHI TIO
VIIyYIIEHUIO KayecTBa?

03 CooOImIéHHbIE TMAlMEHTAMH JaHHBIE O KayeCTBE
JKU3HA — BaXXHOE CYOBEKTHBHOE IOIOJIHEHHE K
OIIMCAHUIO KayecTBa Ha YpOBHE
YIOBJICTBOPEHHOCTH M COrJIachsi. AHKETHl 10
YIOBJICTBOPEHHOCTH [IaI[UEHTOB OTKPBIBAIOT
JIOIOJIHUTEILHOE MIPOCTPAHCTBO BO
B3aMMOJIeHCTBUHM MeX Ty narueHToM u Llearpom CF
B paboTe Mo yIy4IIeHNIO0 KauecTBa.

3. YmnpaBieHune kadecTBOM Ha ypoBHe LlenTpa

3.1. O6cnyacusanue, cepmugpurayus u peyenzuposanue CF
Llenmpos

IMonyuenne mnomomu B CF IleHtpe M wHcHonb30BaHue
HAIIMOHAJBHBIX W MEKIYHAPOTHBIX PETHCTPOB MAIlMEHTOB CTAIH
HEOOXOMUMBIMH pEaTHAMH B OpraHW3alWHd  MEIUIINHCKON
nomom ¥ obOmeHa wuHpopmarmein B chepe CF Bo MHOrmx
crpanax. Haumunas ¢ 1995 r., nemenxwuii npoexr CFQA coOupain
JeMorpaduyeckre JaHHbIE U IapaMeTpbl pe3yJIbTaToB; PErucTp
9BOJIFOLIMOHUPOBAN OT CTAaHJAPTHOIO PErucTpa A0 MHCTPYMEHTA
ynpaBineHust kadectBoM. Hemenxuii npoext CFQA Taxxe
CITY>)KUT OMOPOH IS TIOAZIEPIKKHU TPYII 0OecreueHNs KauecTBa 1
Kak 00pasnossiii nmpoekT [30]. Yipasnenune kauecTBOM ceddac —
rnaBHbId HHCTpYyMeHT B [lentpax CF, KOTOpBIi OaAepKIUBAETCS
HAIIMOHAJBHBIMU PETHCTPaMH. AHAINW3 AAHHBIX MO PErHCTpaM
MOXET MOBJIeYb 3a coboii ceprudukanuio Llentpos CF, a taxxe
YIpaBisieMOe IUIAHUPOBAHHUE CTPYKTYp M CTpaTerwil B JICYCHUU
CF. Kpome TOro, OH MOXKET CIYXUTb OCHOBOM JJif
HOJIMTHYCCKUX JICHCTBUI B CHCTEME 3]PAaBOOXPAHEHUS, W JUIs
YITydIIeHHS] OCO3HAHMS BOIPOCOB KAauyecTBa Ha BCEX YPOBHIX
(MEOUBUIYaTBHBIN, L{eHTPBI, TPYIIIIBI Ka4ecTBa, MOTUTHICCKUE U
0JaroTBOpHTENBHbIE YUpeKaeHus) [52].
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IIporpamma @onna CF Trust mo peuensupoBanuto LleHTpoB
OLICHMBAECT CIIyKObl 1O  COOTBETCTBHMIO  HAalMOHAJILHBIM
MEIWIIMHCKIM CTaHAapTaM, BBISBIISCT HETOUYETHI M MOMOTACT
caiyxbam CF  ynyqmuTh OKa3plBa€MyI0 HMH  ITOMOIIIb.
ITepecmotpennass mporpamma Ha 2012 T. BhepBbIe CclelaeT
MyOJIMYHO JOCTYMHBIMH OTYETHI O pereH3upoBaHnu L{eHTpOB,
IPE/IOCTaBUB  BCEOOBEMITIONIYIO, HE3aBHCHMO IIPOBEPEHHYIO
nH(OpMALMIO O TOKA3aTeNsIX OTIENBHBIX CIYXKO ITOMOIIU TpH
CF[53].

VYxe ceituac pexkomenxayercs, utoObl mnaumentsl ¢ CF
00CTy)KUBaIUCh MEXIUCIIMTLITHHAPHO T Opuramoi
CIIEIMANIUCTOB ~ —  Bpayeil, MeAcecTép M  CMEXKHBIX
npodeccronanoB B mpu3HaHHOM crnienimainbHoM [lentpe CF.

3.2. Modenu nomowu, coenacoganuvie OOKyMeHNbl

Brimn  oxapakTepu30BaHbl Pa3UYHBIE MOJEIU IOMOIIH.
Onpenencuue Ilentpa CF, uyucmo obcmyxuBaembix lleHTpom
MAUEeHTOB (HIKHUNA U BEpXHUI Mpejaenibl), a TAKKe YHUCIO U
KBaJM(HUKAIMS YICHOB IEPCOHANA MPHUBOASTCS B Pa3IHYHBIX
HaIlMOHAJILHBIX n MEXTYHAPOTHBIX COIJIaCOBaHHBIX
JIOKYMEHTaX, BKJIIOYasi JOKYMEHT O cTpykrype LleHTpa B aTOM
npuioxennn [50, 54, 55].

BOHpOCLI " OTBCTHI

Bl Ecte 11m y Hac HalMOHAJIbHOE ONpEAEICHUE
cneuuansHoro Ilentpa CF?  Moxkem 1M Mbl
COIJIacoBaTh YHUCIO IALMEHTOB W  TpeOyemble

noinkHOCTH iepconana B Lleatpax CF?
O1 VYposenb kBanudukauu, TpeOyeMbld s JICUCHUS

KOMIUIGKCHBIX ~ MHOTOCHCTEMHBIX  CHMIITOMOB M
ocaoxkaennii  CF, MOXeT [JOCTMraTrbCs TOJIBKO
MEKIUCHUIUIMHAPHOW — Opurajoil  OOYYCHHBIX W

OMBITHBIX CHEIHATUCTOB-IPOPECCUOHATIOB, KOTOPHIC
MOCTOSIHHO ~BHUISAT JOCTATOYHO OOJBIIYIO Maccy
nanueHToB B cnenuanbHbiX Lentpax CF.
B2 Ecth oM y HAc coryiacie OTHOCHTEIBHO KITFOUEBBIX
MoKa3aTesen JUTST OIICHKH s exTruBHOCTH
cneruanbHbIX [eaTpos CF?
Hwxe npuBeneHs mpuMepsl KIIFOUYEBBIX MTOKa3aTeseH,
KOTOPBIC UCIIOJIB3YIOTCSI BO MHOTHX CTPAaHAX:

i MukpoOUOIOTHs, YaCTOTA HOBBIX U
XPOHHYECCKHX HH(DEKIUH, TaHHBIC O (DYHKIHIX
NErKUX, BO3PACTHBIC PYIIIIBL;

ii  ®u3nuecKkue NAaHHBIE/COCTOSHUE MUTAHUS
(TIepIeHTIITF MHEKCA MACCHI TeJla, HHICKC
MAacCHI TeJIa, BO3PACTHBIC TPYIIITHI).

[Bonee moapobHo cM. Pazzen 6].

02

B3 Kak cOop pmaHHBIX W NyONMKaumUs CBEICHUH O
neaebHom CF IleHTpe MOXeT cTaTh 4YacThiO
WHUIAATHUBEI 110 YIYYIICHUIO KadecTBa?

03 Yepe3 oOMeH TaHHBIMH MOYKET YKPETIUThCS
MapTHEPCTBO MEKAY MAMCHTAMU ¥ MEAUIINHCKIM
YUpEKIACHUEM. AHAIIN3 JaHHBIX U MPOBCICHHUE
HAIIMOHAJIBHBIX IPOTPAMM PELCH3UPOBAHUS MOXKHO
UCIIOJIb30BaTh IS CEPTUPUKAIIMH OTIACITBHBIX
Hentpor CF. DTO MOXET NOCIYKUTh OCHOBOU JJIsI
MOJUTHYECKNX NEUCTBUN B CUCTEME
3IPaBOOXPAHCHHUS, M [UIA yITyUIICHIS OCO3HAHU
BOIIPOCOB KaUEeCTBA HA BCEX YPOBHSIX.
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Taoauna 1
YupasiieHre KaueCTBOM IIPpHU 00CTY)KUBaHHH TTallUCHTA.

IIpakTrdeckue Mepsl U HHCTPYMEHTEI

* DNIeKTPOHHAs JOKYMEHTALUs MTalleHTa

* I'paduku HAOIIOACHUSI TALUCHTA

* Coseranus 6puraast CF, 06cyxaeHHe OTAeIbHBIX MAallHEHTOB

« [TocTaHoBKa 1eseil B KauecTBe

* [lepeynn manyeHTOB U IEHTPOB

* CobmnroieHre pyKOBOJICTB

* [InanupyemMble HHTEPBEHIUU

* OOyueHHUe U NPAKTUYCCKUE 3aHITHS BpaueH, ceMel U MaleHTOB
CF — xucro3usIi Hpuopo3.

4. anannenne Ka4e€CTBOM HA PEriOHAJTBbHOM H
HAITMOHAJIBHOM YPOBHHAX

OynpaMeHTaapbHOe TpeOOBaHHE K  (YHKIMOHAIBHONH W
3¢ (deKkTUBHON cUcTEeMe 37PAaBOOXPAHCHUS 3aKIFOUACTCS B TOM,
9TOObl BCE YYAaCTHUKUA — MAIMCHTHI, CEMbH, IUIATCNBIIUKH,
Jevaniue podeccHoHabl, PYKOBOIUTENH CUCTEMBI
3/[paBOOXPAHEHUS] W OOLIECTBO — JOCTUTANM  YJIYYIICHUS
pesynbTata sl TMalUeHTOB, JIy4ilero mpodeccCHoHaTIbLHOTO
PasBUTHS M Jy4lIEH AEATEIHOCTH JIEYEOHBIX yupexaeHuil [56)].
KauectBo u 0e30acHOCTb oynyt CJICJICTBHEM
(DYHKIIMOHATIBHOTO ~ B3aMMOJCHCTBHUS ~ MEXIy  JIEYCOHBIM
YUPEKACHUCM H MAIUCHTOM Ha MUKPOCHCTEMHOM YPOBHE, HO Ha
HUX BIMSACT HaIW4Yue (PU3MYCCKHX PECYPCOB, MOCTATOYHOCTH
(bMHAHCUPOBAHUS U TIOJUTHKA B Chepe 3MpaBOOXpaHEHUS.

4.1. Iloaumuxka 6 cghepe 30pasooxpanenus

[Tomutuka B cepe 3apaBOOXpaHEHHS HA MaKPOCHCTEMHOM
ypoBHE (HAIMOHANBHBIM WIM PETHOHAIBHBIA YpPOBEHB, B
3aBHCUMOCTH OT CTpaHbl) BKIIOYaeT: 1) AKKpPCIUTAIHIO
KauyecTBa JICUCOHBIX YUPEKACHUH, Ha OCHOBaHUU
npoeCCUOHANBHON NPAKTUYECKON OLeHKH; 2) YIpaBicHHE
PHUCKOM, HAIpUMEp IIJIsl CHIDKCHHSI SITPOTCHHOM 3a00J1eBaeMOCTH

u VITYqIIeHUS TUTHEHNYIECKUX MEPOTIPHUATHIA, 3)
TIpodeccronanbrOe pasBuTHe nyTEM HEIIPEPBIBHOTO
00pa3oBaHus U MPEMUPOBAHUSI.

YacTHple  WHWIUATHBBL,  TakWe  KaKk  JIEATEIHHOCTH
(hapMaleBTHYCCKMX KOMIIAHUN WM HHUIMATUBBL OOIICCTB
MNAIlMCHTOB M CEMCH, MOTYT [OINOJHSTh HAIIMOHAIBHYIO

IMNOJINTUKY, 1160 MPOTUBOPCUYUTDH eH. HaHI/IOHaHLHaﬂ i
peruoHajibHas IIOJIMTHKA 3ApaBOOXpPaHCHUA u YaCTHBIC
HWHUITNAaTUBBI JIOJIKHBI COCOUHATBCA B COrjraCOBaHHOE€

CTHMYJINPOBAHHUE IS TOJACPKKNA ydacThs MPOoQecCHOHATOB B
HETIPEPHIBHOM yIYYIICHHH KAadecTBa C TEYCHHEM BpPEMCHH.
[Iprmep TOMYy — CBA3b MEXKIY CKPHHHHTOM HOBOPOXIEHHBIX H
MOCTIETYIONTNM JICICHHEM BHOBb BBISBICHHBIX mareHToB B CF
LenTpe onpeneneHHbIe KOHCEHCYCOM [57].

C TOYKHM 3pEeHUS EBPOINCHCKON MOJNTHKH 3/IpaBOOXPAHCHMS,
CF  maccupuuupoBaH  Kak  «peiakoe  3a00JeBaHHE)
(T.e. BcTpeuaroleecst ¢ 4acTOTOM MEHbIIe 4eM 5 cilydaeB Ha
10 000 uenosek), cormacHo «Permamenty (EC) Ne 141/2000
EBpomneiickoro ITapmamenta u CoBeta or 16 mekadbpst 1999 r.
0 peIKHX MEAWIUHCKUX TPOAYKTax». B 3TOM OTHOIICHUH,
Hentpsr CF nomxkubl cooTBeTcTBOBaTh JMpektnBam KomureTa
skcrieptoB  EBpormeiickoro Coroza mo peiaxum 3ad0JieBaHHSIM
«LleHTpbI 9KCIIepTH3bI pEIKNX 3a00JIeBaHNI», YTOOBI OHU MOTJIN
COTPYJHHMYATh B paMKax EBPONEHCKHX DTAJIOHHBIX CETEi IO
peIKUM 3200JICBaHUSIM.
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DTO0 MaKpOCHCTEMHas Mepa HEOOXOIMMa, MOCKOJIBKY PEIKHE
3aboneBanus (B ToM uyucie CF) monydwin crienuanbHBIR
craryc B Cratesax 54-55 Espomeiickoli  «/IUpeKTUBBI
2011/24/EU Espomnetickoro ITapmamenta u CoBera ot 9 mMapta
2011 r. o mpuMeHEeHUHU NpaB MALUEHTOB B 3APaBOOXPAHEHUU
MEXIYy €BpONEHCKUMHU CTpaHaMu». Takod cHenualibHbII
CTaTyc MOTCHIUAIBLHO oueHb BakeH st Llentpor CF, xotopeie
pacnonoxensl B EBponieiickom Coro3e, B CMBICIIC BO3MEIICHUS
pacxomoB Ha sedenne mammeHtoB ¢ CF, mpomcxomsmux w3
npyroii  ctpanel  EC, Brimouas cioga  oOecrieueHue
MEXTYHAPOJAHOTO OOMEHa OIBITOM, OOMEHa MEePCOHAIOM W,
HakoHer, ooMeHa marmenTamMu CF B ompenenéHHBIX Cirydasx
(Harmp., Koraa MAIHCHT MOKET BOCIIOJIb30BAThCS
BBICOKOCIICITHATT3UPOBAHHOM MTOMOIIIBIO B Jy4Iie
obecrieuennom pecypcamu CF LleHTpe, wim Korja MECTHBIC
ycrnoBuss OyayT BPEMEHHO HEONArONmpUsATHBI, WU  JUIS
MAIlMEHTOB W3 MCHEE pPa3BHTBIX PErHOHOB EBporeiickoro
Coro3a). Hakownem, cratyc penkoro 3a00JieBaHHS —TaKXKe
obrerdaeTr pa3paboTKy M PETHCTPALNIO PEAKHX MEIUIIMHCKUX
npoaykToB  (Hamp., Moxyiupytomas tepamus CFTR)
MPOMBIIIJIEHHOCTRI0O ¥ EBpONEWcKuM  areHTCTBOM IO
JICKapCTBaM, COOTBETCTBCHHO.

4.2. Cmpamezuu ynpagienus Kauecmseom Had HAYUOHATLHOM
yposHe

Kak moka3eiBaeT aHanmm3 naemMorpaguueckux IaHHBIX B 35
ctpanax, npoBeaéHnblii EuroCareCF, He cyliecTByeT eIuHOTro
NOAXOAa WM CTpaTerud, Kotopas paboraer BO Bcex
curyaiusax. OHAKO UMEIOTCS [IPUHIHKIIBI, KOTOPbIE TTOMOTAIOT
pa3paboTaTh CTpaTeruio, MPHUCIOCOOJICHHYI0 K CUTyallud B
KoHKpeTHOM peruone [58]. Crparterus — 3TO MpoIecc, MyTh
COIJIACOBAHUSI TOTO, YTO W KEM JOJDKHO OBITh CJCIIAHO, H
oOecrieyeHHEe TMOCTYMATeIIbHOTO [BH)KCHUS B paboTe Hax
kauectBoM [59]. Crpareruu u JeHCTBUS B  HECKOJIBKHX
€BPOIICHCKHUX CTpaHaX Mmokaszansl B Tabnwmie 2.

4.3. Compyonuuecmeo no uzyueHuio Yiyuuenus Kavecmesd,
yuawuecs u eedyujue KoJieKmusesl

OoOyuarome u  Bexymmue KojurekTuBbl (Learning and
leadership collectives (LLC)) BK/It09atOT HECKOJIBKO J€4eOHBIX
LIeHTPOB B TOAMYHYIO NPOrPaMMy YJIy4LIEHUS KauecTBa. DTH
[pOrpaMMbl OCHOBAHbI Ha KIMHHYECKOM MHKPOCHCTEMHOM
nojixo/e JlapTMyTCKOTO HHCTUTYTA (PYKOBOJICTBO K JACHCTBHAM
JUIsl YCKOPEHHOTO yiydlieHus kadectsa B Jiedenun CF) u
OCYILECTBILSIIOT obyueHune u HACTaBHUYECTBO B
MEX TUCIMIUTMHAPHBIX JIe4eOHBIX OpUraaax B ueTbipe (assi:

Ta6auua 2
Crparernu u AeificTBHsI O yIpaBieHHIO KauecTBoM B EBporie

Crpana  Crpareruu ynpasieHus kadecTBoM IIpunuuns! / MIHUIHATHBBI

Opanus  LLC n Hawtydinas npakTHka HenpepbiBHOE MpodeccHoHaIbHOE
obpa3oBaHue

I'epmanust CTaHAapTH3aLMs M HAMITY4IIas KauecTBo pe3yIbTaToB y NalHEHTOB

npaxThka, ceprudukarms IeHTpos

Wramust  PenieHsupoBaHue M aKKpeauTaims — IIpuBiedyeHHe NAIMEHTa U CEMBH K
PCIICH3UPOBAHUIO

CK Peuensuposanne u LLC (¢ KauecTBo pe3ysbTaToB M IPOLIECCOB

nocerenueM Llentpa) (cobmoieHre PYKOBOACTB) y

MAaUECHTOB

LLC - O0yuaronye 1 BeayIHe KOJUICKTHBBI.
CK — CoeanHeHHOE KOPOJIEBCTBO
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e (daza MoAroToBKH,

e Amnamus 511 (T.e. MpOIyKT, miaTam (IieHa), mporpaMma,
mporiece, MaueHThl) U orieHka L{enTpa,

o (daza ;meicTBUi, U

e [lepexomHas da3sa.

Cucrembr 3apaBooxpanenust B CIIA, I'epmanum, IlBeruw,
Coennaénnom KoponectBe (CK) m ®@panmmm noOuBaroTcs
YITydIIeHUs] KadecTBa depe3 cTpaTternu oOydeHns. Kimuamdaeckue
pe3ysbTaThl, JOCTHrHYThle Osarogapsi CoTpyAHHYECTBY TIO
nzyueHuro  yimyumenuss  kadectBa  (QILC),  Bximowaror:
UJICHTU(DHUKAIIMIO ¥ TPUHITHC CUCTEMATHYCCKU HW3YyYCHHBIX
NPaKTHK C THOATBEPkAEHHOH d(PEeKTUBHOCTBIO, CHIKEHHE
CMEPTHOCTH OT WH(MEKIWHA B HEOHATAJHLHOM MEpPHOE,
SKOHOMHYECKH OOOCHOBAaHHYIO JICKAPCTBCHHYIO  TEpaIHIo,
TIOBEIINICHIE OE30MaCHOCTH TIALMEHTa, COKPALICHWE BPEMEHH
OKUAHUS  HEOTIOXKHOM  IMOMOINHM, YIy4IIEeHHEe BEICHUSA
MAUEHTOB C XPOHUYECKMMHU 3aboeBanusamu [19, 29, 60].

Knrouessle (axTopsI, CBSI3aHHBIC c YCHELIHBIM
COTPYJHHYECTBOM II0 YJIYUIICHHIO KayecTBa, BKJIIOYAIOT
JOCTYIIHOCTb ~ pecypcoB  Juisi  oOecriedyeHHss  M3MEHEHUH,
MEKANCUUIUIMHAPHBIC — PEIICHUs, COIJIACOBAHHBIE LEIU U
MPOTPaMMBI, TIPAaBO  COOCTBEHHOCTH Ha TPOEKT  Cpead
YYaCTHHKOB, BaXKHEWIIYIO pOJIb PYKOBOJICTBA. OJTH YCIOBHA
3aBHCAT OT JIMYHBIX KOHTAKTOB MEXIY yYaCTHHKAMH, IIHPOKOTO
0XBaTa, B3aNMOYBA)KCHHUS BCEX CTOPOH, IOCTYITHOCTH MAaHHBIX,
obmena mHpopMmanueil. PazHooOpasue y4acTHMKOB YCHIIMBAET
COTPYAHHYECTBO, NpEAJIaras Leblil psa nepcnektus [61].

@®oun CFF (CILA) paspaboran nporpammer LLC [2]. Dtn
NpOrpaMMbl  OCHOBaHbl Ha KIMHHYECKOM MHMKPOCHCTEMHOM
mogxone JlapTMyTCKOTO HMHCTHTYTa W HAlpaBICHB Ha
ynyumenue kadectBa rmomomu npu CF B CHIA. ITo obpasmy
uHuIMaTHBbl yiyamenus kadectBa CFF Bo ®@pannuu B 2011 T.
Oblma 3amymieHa nuiotHas nporpamma QILC, moarBepauBIIas
JCUCTBEHHOCTh ~ AMEPHKAHCKOW  CTpAaTeruy,  BKIOYAIOILCH
HAIL[MOHAIBHYI0 KOODJMHALMI0O W HACTaBHHYECTBO [62], HO ¢
HEKOTOPBIMU  [IONPAaBKaMH, a MMEHHO HEOOXOIMMOCTBIO
3ayucieHus B KaxaoMm LleHTpe coTpynHMka (Ha HEMOJIHYIO
CTaBKy), KOTOPBIM BBIMIOJIHICT POJH MECTHOTO HACTaBHHKA,
HETIOCPEJACTBEHHO Pa0OTAIOMIEr0 C JICYEOHBIM PYKOBOJIUTEIEM
opuraner CF.

Brenraas orieHKa BRIABHIIA HAJMYUE TMPEISATCTBUHN, TAKUX KaK
OrpaHMYEHHOE BpeMs U PECypChbl, IIEPCOHAIBHBIC U
OpraHM3alliOHHbIE ~ HM3MEHCHHUS,  HEXBaTka  TOYHOH W
CBOEBPEMEHHON HMH(OpMaUnU Al ONpPEAETICHUs] PEe3yJbTaToB
[19, 62]. Ot HegoCcTaTKK OBLTH BO3MEIICHBI (PaKTOpaMu ycrexa,
npexae Bcero, MmotuBanuen opuransl CF, KynbTypoli BHUMaHHS
K MAIMEeHTY W y4acThs POAMTENCH, pyKOBOJAAIICH POJIBIO Bpada
1 SICHBIMH, COTJIACOBAaHHBIMH IIEIISIMHU.

4.4. PansicuposaHue u 06yueHue Hauryuum npakmukam
(cmanoapmusayusi)

CranpapTu3anusl 3aKII0YacTCs B BBISBICHHH POTPAMM
MOMOIIH, CONPSIKEHHBIX ¢ HAWITYYIIUMH PE3yJIbTaTaMH, C [CIBIO
OMpENEIICHUs] U PACHPOCTPAHCHUS APPCKTUBHBIX CTPATEIHA
okazanus mnomornu [56, 60]. Bapumamumum B 1mporeccax Hu
pesyyibraTtax MpearnoiaraloT pas3nuduss B 3PPEKTHBHOCTH
OKa3aHUsI IOMOIIIU, U MPEIOCTABISIOT BO3MOXKHOCTh MOIYyUSHHUs
3HaHUH 00 ypOBHE ycliexa, KOTOPOrO MOYHO JIOCTHYb
CYIICCTBYIOIIUMH METOJIAMHU TCPAIIHH.

Crannaptel kadectBa momoinu mpu CF UCHONB3YIOT OIICHKH
KIIOYEBBIX (PH3UUECKUX (MACCO-POCTOBBIX) U PECIUPATOPHBIX
MmoKaszaTelieil, Takux Kak uHIekc maccel Tena (BMI), FEV,%,
MHKPOOHOJIOTHYECKHH CTaTyC M  OCJOXHEHHUS. Peructpsr
MAaIMEHTOB BKIIOYAIOT €XKErOIHbIE CBEJICHHS, KOTOPbIE COOpaHBbI
Ha OCHOBaHHHU [IAHHBIX, MOJyYaeMBIX MPH KaXKIOM MOCEIICHUU
Ientpa CF. Tam, tme umeroTcss pa3pabOTaHHBIE PETHUCTPHI
MAIlMEHTOB C BBICOKUM KAueCTBOM JAHHBIX, PAHKUPOBAHHC
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LleHTpOoB  mpemocTaBisieT  BO3MOXKHOCTb  OINPEJCICHUS
HAWITYYIIeH MPaKTHKKU OKa3aHus moMoinu nanueHtam ¢ CF.

Crnenyromuii mar — TONMBITATECS ONPENCINTh, KaKUM
obpasoM jocruraercs Takoe mpeocxonctso [19, 31]. ®oun
CFF (CIIA) moamepkaid TporpaMMy CTaHIApTH3AIWH, B
KOTOPO¥ TaHHBIE IT0 PETUCTPY WCTIOIB30BAIIHCE IS BBISBICHAS
knHndeckn ycremHeix LleatpoB CF, a 3atem m3ydanuch ux
CTPYKTYPHBIC M KYJBTYPHBIC OpraHU3alMOHHBIC OCOOCHHOCTH,
Hapsily C  KOHKPETHOM  INpPaKTUKOH,  CIIOCOOCTBYIOIIECH
JMOCTIDKCHUIO  TaKuUX  pe3ynbTatoB.  OCHOBOMOJAraroIIuit
OPUHIUI ~ TIpeArojiaraeT, dYTo d3Ta  NpaKkTHKAa  W/WIH
XapaKTepUCTHKW, BBIABICHHBIE B TepenoBbIX LleHTpax,
JBUTAIOT K yCIeXy (a He TOJIBKO MOKA3BIBAIOT €T0), 1 MOKHO UX
MepeHeCTH W MPUMEHUTH B Ipyrux LleHTpax, rie pe3ynabpTaTsl
HE HACTOJIBKO XOPOIIH.

ITompITKM  TOATBEPXKICHHS  HAWIYYLICH  MPAKTHKH
OCJIOKHSIFOTCS HEKOTOPBIMH «IOJBOAHBIMU KaMHsiMu» [19].
Cnenyer oOpamarh BHHMaHHEC Ha PACXOKACHUS MEXKIY
IlenTpamu BcnencTBHE cMelieHdst auarHo3oB. Hampuwmep,
LenTpsI, KOTOpBIE 0OCTYKHBAIOT MAIIMEHTOB C OTHOCHTEIHHO
MATKAMHA MYTaIlUsIMH, MOTYT MMETh JIy4YIIAEe MOKA3aTeIH, YeM
IMeatpsl ¢ TSOKEMOOONBHBIMH  TManydeHTamMu  (Hamp.,
OKUJIAIOUIMMH OYeped Ha TpaHCIUIaHTanui). LIeHTpe ¢
HEOOJIBIIIMM YHCIIOM MAI[MEHTOB MOTYT ITOKA3bIBaTh IIMPOKYIO
BapHaIMI0 II0Ka3aTesicl, B 3aBHCUMOCTH OT COCTOSIHHS
3I0pOBbsSl JIMIIb HEMHOTHX MAIMEeHTOB. LICHTphI moMoIM
B3pOCTBIM (PHHAHCHPYIOTCS IO MEANATPUICCKAM TIPOTpaMMam,
KOTOpPBIC OTPENENIAIOT WCXOMHBIH CTaTyc OOJEe3HHW, a TaKkKe
oOy4yeHne manueHToB. Ha momy o manueHToB B HEKOTOPBIX
Hentpax BIUAIOT COMUATBHO-DKOHOMHUYECKHE  (haKTOPHI,
3aBHCAIINE OT PACIONIOKEHUS. BaXXHO MPUHATH BO BHUMaHUE
MOMPAaBKH HA CMCLICHHUE JUArHO30B, YUCCTh HEPABHOMEPHOCTH
pacrpezneneHus COLIMATBHO-JIEMOT PapHUCCKUX u
cnenuduieckux (akTOpOB pUCKAa B HEKOTOPBIX MPOrpaMmax M
MECTHOCTSIX, Ja)K€ €CIIM ATO BHECET HOBBIC PACXOXKICHUS B
CpaBHEHHE.

B xome paboThl MmO cTaHmApTHU3ALUH, TOMUMO JAHHBIX I10
PEeTUCTPy, BOSHHUKIIO HECKOJIHKO HOBBIX KITIOYEBHIX BOIIPOCOB:
1) Hanmmuue  pabOTOCTOCOOHBIX ~ MEIUIIMHCKHAX  OpwWraj,
OKa3bIBAIOIINX KOMIUICKCHYIO [OMOIIb [0 MpPOJXyMaHHOM
CHUCTEMHOU cTpaTeruu; 2) BEICOKUE TPEOOBAHUS K Pe3yiIbTaTaMm,
MPEbSBISICMBIC JICUCOHBIM YUPSIKICHUEM U CEMbEH; 3) paHHSs
W arpecCHBHAsl TaKTHKA, HE IMOJIATAIOIIAsICS Ha CIIAacaTeNIbHYIO
Tepanuio; 4) MalMeHThl W CEMbH, KOTOPHIE 3aJeHCTBOBAHEI,
VIOJTHOMOYEHBl W XOPOIIO WH(GOPMHUPOBAHEI O BEACHUH
00JIE3HH U PAlHOHAIBHOCTH MEAUIMHCKOM TTomoInu [63)].

CaMmble 9acTO WCIOJb3yeMble KPUTCPUH CTAHAAPTH3AINN H
peLEH3UPOBAHHUS CIIETYIOIINE:

BpaueOHOE PYKOBOJCTBO

MEXKANUCIMIUIMHAPHAS OpUrajia moMoIIn
JIOCTYIHOCTH TIOMOIIA

MH(CKIIMOHHBII KOHTPOIIb

Ka4eCTBO MMOTOBOM MPOOBI

PYKOBOJICTBA IO MOCIICAYIOIIEMY BEJICHUIO MAlUCHTa
o1poc 00 Y/I0BIETBOPEHHOCTH MAIUEHTA U CEMBH.

4.5. Pykosoocmea

Iomoms npu CF Ha HaMOHAJIBHOM/PETHOHAIBLHOM YPOBHE
JIOJDKHA afalTUpoBaTh MexayHapojHsle aupektussl (CIIA u
EBpombl) Kk J0KanbHOI 0OCTaHOBKE. Ananranus O3Ha4yaeT
NIepEeBOl HAa MECTHBII S3BIK, IPUCIIOCOOJICHHE
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K YCJIOBUSIM OpraHHU3alMK 3[IPaBOOXPAHEHUS, PACIPOCTPAHECHUE
pykoBoncTB mno lleHTpam, oneHka ux BbinmonHeHus LleHTpamu
CF. Ycnemmnsiii onsit [39] mprcnocoOIeHnsT MEXIyHAPOIHBIX
TUPEKTUB  WJUTIOCTPUPYETCA  MEAMATPUUICCKOH  OONbHHUIEH
r. luanuEHaTH, B KOTOPOM YCTAHOBICHBI YCIOBHS  JUIA
coOmonenns PyKoBOACTB MO JEKapCTBCHHOMY JICYCHHIO B
aMOyJIaTOPHBIX ~ YCIIOBHSIX, [0 OOYYCHHIO IEpcoHala U
(hopMyIHPOBAHUIO TIEIICH B CEMBSIX.

4.6. IIpozpammel peyen3uposanus u akkpeoumayuy Kavecmed

[TporpamMmbl penieH3MpOBaHMs PUBIIEKAIOT NPO(EccCHoHaIOB
K HaOJIOJCHMIO 3a KadyeCTBOM IIOMOIIM, OKa3bIBAEMOH HX
KOJUIEraMH IIalMEeHTaM, 4YTOOBI BBIBHTH BO3MOYKHOCTH I
yIAydIICHWS  KadecTBa  MeNUUMHCKOH  momomu.  Onum
npeJHa3HaYeHbl U1 HAOJMIOJCHUS 3a Ka4eCTBOM MEIHULIMHCKHX
YCIIYT, OKa3bIBAEMbIX IAIMEHTaM, BBIABICHUS BO3MOXHOCTEH
yIAy4IIeHUS  pe3yJlbTaroB  MAlMEHTOB,  BBIABICHHUS |
OpeIOTBPALICHHUS TPECTYTHOH HeOpexkHoCTH [64].

B EC cymectByloT pa3iuuHble [POTPaMMBbI  YIy4IICHUS
KauyecTBa, BKJIIOYAIOIINE METO peleH3upoBanus. [lokazano, 4ro
JeATEIbHOCTh 110 MOATOTOBKE U NPOXOXKICHHUIO aKKpeIUTAlUH
CIIOCOOCTBYET IepeMeHaM B JIe4eOHBIX yupexaeHusx. [Ipu stom
Ba)KHO:

e o0ecneynTh MHUHHMAJbHBIC CTAHAAPTHI ITOMOIIU B KaXKIOM
Lentpe; 3TM craHAapThl JOJDKHBI OBITh HAICICHBI HA
YPOBECHb, MAaKCHMAJIbHO JOCTHXXMMBIH B HalUOHAIbHBIX/
peruoHaIBHBIX YCIIOBHSIX, 4TOOBI CTUMYJIUPOBATh
MOCTCIICHHOE YIYYIICHHE;

e OJarompHATCTBOBATHL OOpPA3IOBOH TOMOINHM, TOOMIPSS H
nojep kuBast passurtue LlenTpa;

® TI0/JCPKUBATH HOBbIC LICHTpPBI B HavasIe UX JESITEIbHOCTH;

e  YJIydIlIaTh KIMHUYECKHE PE3yIbTaThI.

KiroueBast pexoMeHmaIsl Ha HAIMOHAJIFHOM/PETHOHAIEHOM
YpOBHE: JODKEH OBITh OPTAaHM30BAaH MEKIUCIUIIITMHAPHBIA
KOMHTET, BKJIFOUYAIONIMUA IPEICTABUTENICH MAIIMEHTOB M CEMEH,
YTOOBI 3aIyCTUTh M Pa3BHBATh MPOrPAMMbl PCICH3HUPOBAHUS U
AKKPCIUTAIIMKA  COIJIACHO  OIMyOJIMKOBAaHHBIM  CBPOICHCKUM
CTaHJapTaM. DTU TPOTPaMMBbI JOJDKHBI OBITh aJalTUPOBAHBI K
JIOKAJBHBIM TIOTPEOHOCTAM W pecypcaM, YTOOBI CTHMYIHUPOBAThH
nocrenenHoe yiydmrenue Lentpa CF. [TpuMepsl HAIIMOHATBHBIX
MIPOrpaMM PEIeH3UPOBaHUS TTOKa3aHbl B Tadmure 2.

4.7. Unghopmayuonnsle cucmemvl Ha HAYUOHATTbLHOM/
PECUOHANLHOM YPOSHE

CornacHo BeemupHoii Opranusanuu 3apaBooxpanenust [65],
MH(OPMALMOHHbBIE CUCTEMBI JOJIKHBI KOMIIJIEKCHO MPUMEHSITHCS
B IporpamMmax  yJIy4IICHHS  KauecTBa, YTOObI  MEXIy
YYaCTHUKAMHU IPOTPaMMBbl MOTJIO IPOBOJMTBLCS CpPaBHEHHUE
pe3yabTaTOB ¥ Pa3BUTHA. OTH HWH(POPMAIMOHHBIE CHCTEMBI
TaKXKe JOJDKHBI OBITH MPO3payuHBl, YTOOBI IMIMPOUYANIINE KPYTH
3aMHTEPECOBAHHBIX JIUI UMENH JOCTYI K TOH XK€ WH(pOPMAINH.
O6usiacti mHQOPMAIIMK BKITIOYAIOT: JOCTYITHOCTh pabOTHHUKAM
3/[paBOOXpaHEHUs] HMH(POPMALMM O HAWIy4IIeH MpPaKTHKE;
Croco0, KOTOpbIM  HMH(OpMAIMs JOBOAMTCS  JIEYCOHBIMU
YUPEXKICHUSIMH JI0O TOJIydaTedaeld MOMOIIM; JOCTYIHOCTb IS
cooOmecTs W Jul  MHOOPMALUK, KOTOpas IIOMOXET WM
YIPaBISATH CBOUM 370pOBBeM. JIto0as U3 3TUX 00JacTed MOKET
moTpedOBaTh W3MEHEHHWS KaK dYacTh CTPATerHd YIIYYIICHUS
KauecTBa [65].
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4.8. INokazamenu

B Xxome exeromHod NpoOrpaMMbl COTpPYIHHYECTBA IIO
YIYYIICHUIO Ka4eCTBa KIIFOUEBBIC MHIMKATOPHI M MX TEKYIIHUE
BCJIMUMHBI  TPEACTABISIIOTCS  ydacTByromuM  LleHTpawm,
MAalMeHTaM U CEMbSM. DTO MOJJIEPKUBAET COTIACOBAHHOCTD U
KOHTpONb JAaHHbIX 10 IlenTpam. PesynbpraTl HOJIKHBI
MHTEPIPETHPOBATECS C OCTOPOKHOCTBIO M C NPUMEHEHHEM
HAayYHBIX METO/MOB JUI1 BBISBICHUS TCHACHIMH M (aKTOpOB
M3MEHYMBOCTH, YTOObI BHMMATEIBHO OTCIEKHBATh PaboTy MO
yAy4IICHUIO KauecTBa [66].

CrenyeT yeisTh KIIOYEBOE BHUMAHHUE 1TOKA3aTelIsiM B X0/1€
nukna «IlnanupoBats — Cnenate — U3yuuts - JlelicTBOBaTh)
(PDSA), m nmpuunHam BapuabeTbHOCTH IOKaszaTeledl MexmIy
Llentpamu [60, 66] B XOme HENPEPHIBHOIO YIYYIIEHUS
Ka4ecTBa.

4.8.1. Quxnwr PDSA

YmopaBiaeHHe KadecTBOM TIPOBOISAT C HCHOJIB30BAHUEM
muknoB PDSA, Benymux oT miaHa Mo yaydIIEHHIO KauecTBa
(IlmarupoBath), Yepe3 M3MEPEHHE W OTCIS)KHBAHUE KadecTBa
M0 HaUIeKAIUM WHAWKATOpaM B CBS3W C M3MCHEHUSIMH B
npakTuke (CaenaTth), K ONPENCIICHUI0 HAWIYYIIeH TPaKTHKH
(U3yunth), W, HAKOHEI, K BBEICHUIO HOBBIX IIIATOB IIO
YIYYIICHUIO KauecTBa, KOTOpbIe OyAyT OTBEYaTh CTaHIapTaM U

PYKOBOJACTBAM, ¥  OpHONMKATE K  LEISIM  KavecTBa
(HeiicTBOBATD).
PesynpraThl MHUIMATHB 10  YJIYYLICHHIO  KavecTBa

COOOMIArOTCS HE TaK, KaKk TPaIUIMOHHBIC KIMHUYCCKHE
uccienoBanus. OTU4€TB 00 yIyYIIEHHH KadecTBa OOJIbIIE
oOpamraroTcss K «OBITOBBIM MpoOiemMam», TpeOyroT Oomee
CIIO)KHOTO BMEUIATEIhCTBA W YCHJICHHOTO BHHUMAaHHSA K
oOcTosTenscTBaM. «bBBITOBBIE TMPOOIEMB» MpPH  yIyJIICHUH
Ka4yecTBa OTPAXKAIOT PCalibHBIC YCIOBUS JKU3HU U OTHOCSTCS
OoNbIIe K TEKYIIEMY YXOIY, a HE K KOHTPOJIUPYEMOH cpeie
NOpU KJIMHUYECKOM HchbITaHuu. K mpumepy, B HpPOCKTE IO
VIYYIICHUIO MOXET CTOSITh BOIPOC: MOXKHO I YIYYIIUTh
pe3yabTaThl MAIFeHTa M3MEHEHHEM CHCTEMBI HANPABICHUN M
Ha3HA4YE€HUI C IIeJIbI0 CBOEBPEMEHHOrO JOCTyNa W Jy4liei
KOOPAWHAIINY MEXKIy CIICHHAINCTOM U CIyKOaMH HEepBUIHOU
nomoru? [67].

Ta6auua 3
VIHCTPYMEHTBI M METOIbI JUIS TOCTIDKEHHS yIIy4lIeH s KauecTsa [56].

¢ CocraBuTh CXEMY TEPAINICBTUYICCKOI0 Iporecca

* C06HpaTB JIAHHBIC 3a NIEpUON, 4TOOBI JAOKYMCHTUPOBATH BapUallii B
JIeYeOHBIX TIPAKTAKaX U KIIMHUYCCKUX pPE3yJibTaTax

* I[OKyMCHTHpOBaTB HEXCIATCIIbHBIC U HE Tpe6yeMbIe Bapuanun

¢ Cobupats HHPOPMALHIO, OTHOCSILYIOCS K 3aKa34KKYy/IIoTydarento (Hamp.,
TMIOKa3aTeN! TSHKECTH 3a00i1eBaHMs, QYHKIIMOHAIBHOTO CTaTyca, KauecTBa
JKM3HH; OIIEHKA IIOJTyJaTelIeM KadecTBa OKa3bIBaeMOI TOMOIIIN)

e JlomyCTUTH MIUPOKYIO ITyONUKAUIO HH(POPMAUH
¢ VIyqmuTs B3aHMHOE OOIIEHIE, CO3/1aBast OpUrajbl i OPraHu3yst

IPYIIOBOE 00y4eHHE UCIIOIb30BAHUIO CHEIU(PUIECKUX HABBIKOB (HAMp.,
CHTYyaIHs, 00CTOSTeNbCTBA, OleHKa 1 3ampoc [SBAR])

¢ CocTaBuTh pyKOBOI[S(IlII/Iﬁ TJ1aH, nonmepma}omuﬁi PYKOBOACTBO,
BBITOJIHEHHUE U BHECEHHE U3MCHEHH B yxon

* HaxkammBath 3HaHHS (J'IOKaJ'IBHO HOJ'IC3HI>I€), 3aTEM NPOABUTH HUHULIUATUBY
U TIPOBECTHU aJAlITUBHBIC HCﬁCTBHH, Ha6J'I}OHa$I 1 pasMBINUIAA

¢ Jlenats HeGOMbIIHE TPOOBI M3MEHEH H (Harp. MUKIbl [LTanupoBats —
Cpenars — U3yuurts - JleiicTBOBaTH)
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Exeronnprii oT4éT 0 pe3yibraTax MAIMEHTOB, OCHOBAHHBIM
Ha OJIHOHM BEJIMYMHE, BBIBCJCHHOW IO HECKOJIBKUM H3MEPCHUSIM
B TE€YCHHUE T0J1a, M BBHITYIICHHBIH HECKOJIBKAMH MECAIIaMH TI0CIIe
OKOHYAHHUS 3TOTO TEPHOAa, HENPHUTOACH IS CTUMYIHPOBAHUS
YCUJIMH 1O  yJydlieHuro. Tekymue JaHHbIe, KOTOpBIE
OOHOBIIMIOTCS TIPH KakKAOM IIOCEUICHWH W OTpaKaroTcs Ha
rpadukax, MOKa3bIBAIOIIMX PA3BUTHE IPOIECCOB, OKA3aHHYIO
MOMOIIlb W PE3yJbTaThl MAIMCHTA, CYIICCTBCHHO BaXKHBI IS
00paTHOW CBS3M INPU BOIUIOUICHUW IUTAHOB IO YIIYYIICHUIO
TEPAIUK/TIOMOIIIH. Juist 3TOr0 TpeOyercs, 4TOOBI
nHpopmanmonnast cuctema CF perymsipHo coOupana IaHHBIE O
ManueHTax M (UKCHPOBaja IOMOIIb, OKA3aHHYIO IPH KaKIOM
MOCEIICHUN, a aIMHHHCTpATop 0a3pl JaHHBIX BBITyCKAal
HeJleTbHBIC, MECAYHBIC W KBapPTAJIbHbBIC OTUETHI TSI OpUTaIBL.

Crannapru3aius, 3all0JTHCHUEC U KOHTPOJIb KaueCTBa TaHHbBIX,
coOpanHbIX B LleHTpax, BaKHBI JJIsl IOCTOBEPHOCTH U3MEPCHUI.
YacTh yNydllICHHUs, [MOKa3aHHAS KaKUM-JIMOO WHIUKATOPOM,
OIPENEIISACTCS BBICOKUM KA4eCTBOM COOPAaHHBIX JaHHBIX. Tak
BMI u FEV;% 3HauuTenhHO 3aBHCAT OT YCIIOBHH H3MEpPEHHS
(mamp., 70 WIJIM TOCJE eIbl, KaKue BEChl MCIONB3YIOTCS, 0 WIN
nociie GU3NOTEPAITHH ).

3a mocnemnne 20 €T KOHILEMIUS YIyYIIEHUS CHCTEM
3IpABOOXPAHCHHS Tepellia OT HUCXOAAMICT0  KOHTPOJI,
MOJYUHCHHUS W  B3BICKAHUI K BOCXOJSIIEMY Pa3BUTHIO,
CaMOpPETYJISIIMA M CTUMYJUpoBaHuio. [lokasaTenu KadyecTBa
HNEPEABUHYIUCh OT  BXOMIIMX PECypCOB K  BBIXOJIHOU
3 dexTuBHOCTH. AKIEHT Tepemén OT KOHTPOJIS W OICHKH
KagecTBa K OMNPEICIICHUIO COTIACOBAHHBIX M JCHCTBYIOIINX
CTaHIApPTOB, CHCTEMATHYECKOMY M JIOCTOBEPHOMY H3MEPEHHUIO
3G eKTUBHOCTH, TPUIOKEHUIO YCHIMA K  HM3MEHEHHIO,
MePUOTUIECKOMY M3MEPCHHIO M HETPEPHIBHOMY YIYYIICHHIO B
uukie Bocxomsiieit crnmpanu [68]. CregoBarenbHO, HOBbIE
WHCTPYMEHTBI ~ YJIyYLICHHsS KadecTBa —  CTaHIApTHU3aIMs,
oOyuyenue Jyuymed mnpakrtuke, uukiasl PDSA, LLC wu
aKkkpenuTanus — OoJiee aJCKBATHBI IS MPOIECCa YITYUIICHUS
kadgectBa nipu CF. CBojka 3THX METOI0B Mokazana B Tadmure 3.

5. VYnpaBieHue Ka4ecTBOM Ha HALIHOHAJIHLHOM YPOBHE
5.1. Vayuwenue xavecmesa

Hepenko mnpakTukyronge Bpadd B 0OCO0OW KIMHUYECKOM
00CTaHOBKE HE TPOIMHUCHIBAIOT PEKOMEHIYEMYIO TEparmio;
NPUYMHA HEJIOWCIIONB30BAaHUS pPEKOMEHIyeMon 3¢ (heKTHBHON
TEparmuy dYacTO WMEEeT MECTHBIE CBOWCTBA W CBs3aHa CO
CTPYKTYPHBIMH WM 00Opa3oBareiibHIMU Oapbepamu. Yepes
WTEPATUBHBIN Tpollecc YIy4IIEHHUsS KauecTBa MOXXHO HadaThb C
BBISIBIICHUSI U [IPEOIOJICHUS OaphepoB Ui BHECCHUS M3MCHCHUN
B MEJUIIMHCKYIO TTOMOIIIb.

5.2. Pecucmpul u yriyvuenue kauecmea

YrtoObl Hayarh pabOTy Ham YAydIIeHHEM KadecTBa,
TpeOyIOTCS ~ XapaKTepUCTUKH  BCEro MOl  KIMHUYECKOH
npobiembl. OIMH W3 KIIOYEBBIX JJIEMCHTOB  YIIYYIICHHUS

Ka4yecTBa — JIOCTYII K BHICOKOHA/IEKHBIM JaHHBIM, OTHOCSIIIIUMCS
K TIOKasaTeiasM [alyeHTa, I[POBEAEHHOMY JICUCHUIO U
KJIMHUYECKMM pe3ysbTaraM. TakuMHM HCTOYHMKAMH JaHHBIX
HCTOPUYECKU OBIIIM PEruCTpPhI MALMEHTOB. PerucTpsl MO3BOJIAIOT
OpraHu3aTopaM M 3aHHTEPECOBAHHBIM JIMIAM JOKYMEHTHPOBATbH
BapHallMd B OKa3aHUM [OMOIUM TaM, TI/i¢ BapHaluud He
npegycmorpensl. CF  npeanbHO  HOAXOMUT  JUId  OLGHKH
HCCIICIOBAHMUIT 110 YIIyUIIEHHIO Ka4ecTBa, IOCKOJIbKY BO MHOI'HX
CTpaHaxX MMEIOTCS TOJIHbIE PEruCTphl NanueHToB. HekoTopeie n3
caMbIX paHHUX peructpoB manueHToB ¢ CF ObutM ocHOBaHBI
[9, 10] mst obocHOBaHHs OoJIee YHUPHIIHPOBAHHOTO TOHUMAHHS
CF u u3mepenus ynyuuienus kauectsa. C 3Toil nenbto B 1966 r.
obut 3amymes Peructp mammentoB CFF (CFFPR), u ceituac on
COJIEPKUT TTOIpoOHBIe NaHHbIe 0 Oonee yem 26 000 6ompHBIX CF
[9]. Peructp CFFPR ucnonbs30Bancs s OEHKH BBHKUBAECMOCTH
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U HU3MEHEHUs  BBDKMBAaEMOCTH €O  BpeMeHeM  [69],
MPOTHOCTUYECKUX MPHU3HAKOB BbDKUBaHUS [70], BIUsSHUS
MHKpPOOHOJIOTHH MOKPOTHI [71] M OCIOXXHEHHH, CBSI3aHHBIX C
CF [72]. Ananoruysple JOCTHKEHUS MOSBJISINCH U B IPYTUX
peructpax (Hamp., Peructp CF, CK), BBISBUBIINX TIPUMEHEHUE
TeHTAMHIIMHA Kak 0co0oro (akropa pucka Ui TOYeIHON
Hepocrarounoctd npu CF [73], u mOA4épKHYBIIUX CBSI3b
MEK1y Tepanueil quabera u BeokuBanueM [ 74]. Bonee mo3nHue
nyonukanmn B CIIIA oOpamamice K Bompocam Jie4eOHOTro
mporiecca H - JOCTYIMHOCTH  IIOMOINM, KOTOPBIC — CTaIH
KITFOYCBBIMU B yIydIieHuH kadectsa [29, 75]. JI>KOHCOH u ip.
npoBenu oneHky [learpos CF B CIA, pamxkupyst 3T LleHTpbI
Ha OCHOBaHMM MeauaHbl BennunHbl FEV) B kaxmoit u3 tpéx
BO3pacTHBIX rpymi (6—12 net, 13—-17 ner u > 18 ner). Oum
oOHapyXmwiu, 4To T¢ LI[eHTpBI, KOTOpHIC 4Yamie OCMATPHUBAIH
MAIMEHTOB C MPOBEICHUECM HCCIICIOBAHMS JIETOUHBIX (PYHKIIUI,
MHUKPOOHMOJIOTHH MOKPOTBI, W C OOJBIIAM MPUMCHCHHEM
AQHTUOMOTHKOB, KaK TMPAaBHJIO, PAHXUPOBAIKCH Bbiie [75].
Takue wuccnenoBanusi MOTYT B JajbHEHIIEM TMPUBECTH K
TUTAHUPOBAHUIO WHTEPBEHIMN, KOTOPBIC YIyUIIAIOT MPAKTHKY
TIOMOIIIN B OJIAaTOTPUATHOCTD PE3YIBTATOB IS TAIINEHTOB.

5.3. Pykosoocmesa no CF ¢ yenvio ynyuuienus kauecmsa

OnuH U3 KIIOYEBBIX 3JIEMEHTOB YIIydIICHHS KayecTBa —
4EéTKOEe IOHUMAaHHE TOTrO, YTO COCTaBISICT HAJICKALIYI0 U
BBICOKOKAUEeCTBCHHYI0 nomomib. OfHa M3 Helel yiydlieHus
Ka4yecTBa — 3TO 00eCHeYeHUE JCHCTBUTEIBHOTO MPEAIOKEHHS
MAllMEHTaM ¥ WCIOJIb30BaHMs PEKOMCHIOBAHHOTO JICUCHMUS,
eCIM OHO OKaszanoch [UIsi HuUX AS(GQGCKTUBHBIM. Bpuin
OIMyOJIMKOBAaHbl  UPEKTUBHBIE JIOKYMEHTHI/PYKOBOJCTBA B
nomonis coobmmectBy CF  isi  OMEHKH  CYIIECTBYIOIIETO
MOJIOKEHHUs] W YCTAHOBICHUSI CTAHAAPTOB IOMOIM (HAIp.
MOMOIIY MAJOJETHUM JICTSIM M JICUCHHs JIETOYHBIX MH(EKIINii)
[57, 76]. DTu 1OKyMEHTBI IPEACTABISIOT CUCTEMHbII MOJIX0M K
OIICHKE JIUTEPATYPhl, a TAKXKE PsI PEKOMCHIAIWMA, KOTOPHIC
MOXXHO OyneT TPUMECHHUTh @pH CTaHAApTH3aluU. Takue
JIOKYMCHTBI CIIy’KaT CTaHIApTaMH Ui TEKYIICH MOMOIIU MPH
CF, co3naBasi «IOpOIKHYIO KapTy» HEIPEPbIBHOTO Mporpecca B
BeJeHUH OombHOTO. OpHA W3 KIIOYEBBIX MpOOJIeM B
PYKOBOJCTBax Ta, 4YTO OHH MOTYT JaBaTh pa3/iUuHbIC
peKOMEHaUU. OTH pasudusi MOTYT OBITh O00YCIOBICHBI
pasauyeM B CHUCTEMax 3JPaBOOXPAHCHHsS, WHTEPIPETALUU
JAHHBIX, MHTCPIPETAIlMA PUCKA M IOJIb3bl OT WHTCPBCHIIUU.
KoHeuHO, AMPEKTHBBI/PYKOBOJCTBA HE BEYHBI, W OyayT CO
BPEMCHEM U3MCHSTBCSA [0 MEpPE HAKOIUICHHUS HH(OpMAIMH
oTHocHTeNbHO crparterun sedeHus CF.

5.4. Hayuonanvuas cmanoapmusayus npu CF ¢ yenvio
VAyuuenus kauecmed

Bo MHOTHX CTpaHax TPyl 3aIIUTHUKOB MpPaB MAI[ICHTOB
MOCTaBWJIM  Ieb 1O  YIYYIICHWIO BBDKHBAGMOCTH W
pesynbratoB 'y OombHBIX CF. DT Tpynmel MpencTaBisioT
panHioro ¢asy yiyumrenns kadectBa npu CF. Kak ciencteue
ITUX YCHIHH, kadecTBO momoiiu OonbHbIM CF 3HauMTENBHO
YIYUIIHIOCh, B CBSI3U C Y€M, TIOBBICHIIACH BBDKMBAEMOCTH [46].
JIoKOMOTHBOM 3TOTO ycrexa ObUIO pPa3BUTHUE PETUCTPOB
MalMeHTOB. XOTs TOBBIIICHUC BBDKHMBACMOCTH — KIFOYCBAs
ek B YJIYYIICHWH KadecTBa, HE CIEAYyeT TepATh W3 BHIY
OCTaNbHBIC Ba)KHBIC MOKA3aTEH. 3a TIOCIEHEE JACCATIICTHE B
9TOW 00JIACTH MPOM3OIUIO HECKOJBKO BaXKHBIX JTOCTHIKECHUH.
Hemenkue Ilentper CF cdokycnupoBamu OCHOBHOE BHUMaHHUE
Ha ynyumenun kauecta nomoruu npu CF [16, 30].
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OTOT IPOEKT CMOT HPOIEMOHCTPHUPOBATH CHAadasla TIOCTETICHHOE
yJIydIIeHue Pe3ysIbTaToB, a 3aTeM YJIy4YlIeHHE NOMOIIH, HO 4TO
BRXHO — IIOKa3al BapHaOeIbHOCTh NPAKTHKHM IOMOIIM B 93
Ientpax B I'epmanuu. Ilo3gHee, 3TOT MNPOEKT pazpaborai
MHIUKATOPBl cTapaprusanud u uukia PDSA [60]. ITo wmepe
WCTIONIG30BAaHUSL  PE3YyJIbTaTOB d3TOW paboTBl B W3MEHEHHHU
NPakTUKA ~ [OMOINM, OyIeT peaJn30BaHO  IOCTEIECHHOE
yayuienue pesyiptato mpu CF [31]. dpyroit npumep: B 2006
r. B mpouecce padotel mo crangapruzanuu, ®oun CFF CIIA

caenan IIPO3pauHbIMU Juis o01ecTBa nokasareiu
spdexruBHocTn  LleHTpOB, mpoxBUras ATy AKOUIO  Kak
WHHIATHBY «T0 YCKOPEHHIO YITyUIICHUS) yepes

cragmaptuzamuio. Camble 3¢ ¢extuBHbie [[eHTpbI ObLTH B3SATHI
KaKk  MOJENHM  HAWIy4lIed  TNpakTHKH, C  OXHIAHHEM
pacmpoCTpaHeHUs YCICUIHBIX MPOLECCOB B Apyrue LIeHTpsI, 9To
COKpPAaTUT HAIMOHAIbHYIO BapHaOEJIbHOCTb NPAKTHKH U
pesynptatoB. CFF CIIA B paMkax akIUM TakXkKe 3allyCTHUI Psf
oOyuaromux nporpamm (LLC) mist moBsIIeHHUsT CIOCOOHOCTH K
YIYYIICHUIO KauyecTBa B ceTH KiMHW4eckod nomoumm npu CF
[77]. Kaxnapiii LleHTp, y4acTBYIOIIHI B OAHOH M3 MPOrpamMm
LLC, B TeueHme roja BBIOJHSI IPOEKT II0 YIYYIICHHIO
KagecTBa. llpuMepsl BKIIOYANIM MPOEKT CTaHAAPTH3AINN
TIOMOIIM TIPH JIETOYHBIX OCIOKHEHUAX [78] W cTaHmapTH3aHio
JUISL YIIy4IIEHNs: CKpHHUHTa quadera, cessantoro ¢ CF [29].

5.5. Ponb ynyuwenus xauecmsea 6 CKpuHuHze HOBOPOHCOEHHBIX

CKpUHUHT HOBOPOXKIEHHBIX TPEHOCTABISICT YHUKAIBHYIO
BO3MOXKHOCTh sl yiyunneHus: kadectBa npu CF. BrwissBnenue
OOJNBHBIX TIOCJE POXKACHUS OTKPBHIBACT HECKOJIBKO BO3MOIKHBIX
HamnpaBJICHUH i1 paHHEro JiedeHws 3aboneBaHws. Takue
BMEIIATENIECTBA ~ MOTYT TPHUBECTH K  MPEIyNPEKACHUIO
CTPYKTYpPHOM MAaTOJOTUU JIETKMX, BO3HUKAIOUIEH paHbIIe
winHndeckoit cumnromaruku CF y mianenues [79]. CkpuHHHT
HOBOPOXXKICHHBIX  IO3BOJIICT  JICUCOHBIM W HAyYHBIM
YUPEKACHUSAM TOYHEE MOHITh HadaibHyro cramguio CF, koTopas
M03Ke MPHUBOJUT K KIMHUYECKOH Oosie3nu [35], v OlleHUTh poIib
pannero BMmemateibctBa [80]. HemaBuss pabora jana
BO3MOYKHOCTH IIPH MCTIOIB30BAaHUH CKPUHHUHTA HOBOPOXKIEHHBIX
paszpaboTaTh KpuTepuu 0OOCTPEHHUS Yy OYeHb MAJICHBKHUX JETeH
[21]. Ocwmpbicnenne Hammydiiedl TPAKTHKH, CTaHIAPTH3AIHS
oMoy, Jydmiee Hadmoaenue 3a netbMu ¢ CF, y KOTOpBIX OH
ObUT BBISIBIICH TIPU CKPUHUHIC HOBOPOXKAEHHBIX, Oyaer
CYIICCTBEHHO BAaXXHO ISl MAIBHCHIIUX YCICXOB B OKa3aHWUU
MOMOINU ATHM TanueHTaM. Ceifyac BBIMYIICHBI PYKOBOJCTBA U
CTaHIApPTHl IOMOINM Ui BEICHHS OSTOH 0CO000¥ MOmyJssiuu
nanuentoB ¢ CF, u onu emé npurecyT mois3y [57]. Perucrps
HAIIMOHANBHBIX ~ JNAHHBIX  TOTpedyeTcs  COOTBETCTBEHHO
W3MEHHTH, YTOOBI TPOCICIUTh KIMHHYECKHE BMEIIATEIFCTBA U
pesynbrathl. OcTaérest KimodeBas MpoOieMa, OTHOCSIIAsICS K
OTPAaHUYCHHBIM JIAHHBIM O paHHEW Tepamuu OOJIC3HU U 3allayaM
TAKTUKU [MOMOIIY B 3TOM MOMyJSAUK HanueHToB. Kpome Toro,
CKPHHUHI HOBOPOXKIEHHBIX BBIIBUTACT B NAJbHEH TEPCICKTUBE
HOBBIC 3aJla4d ¥ BO3MOXXHOCTH, B OTHOIICHHH OOCCIICYCHHUS
PaHHETO W CBOEBPEMEHHOTO JOCTYMAa K ITOMOIIX JJIs OONBHBIX
CF, 1 BO3MOXHOH JOCTYHHOCTH HOBBIX, ITOJAIOIINX HAaIC)KIBI
METOOB /ISl TTOAXOSIINX NAINEeHTOB.

Taxxe ocraroTcs TpPOONEMBI B CBA3M C Pa3IMUMsSIMH B
ANITOPUTMAX CKPUHUHTA HOBOPOXKIEHHBIX. Bce CKPUHUHTOBBIC
TECTBI COJEPKAT KOMIIPOMHUCC MEKIY UYYBCTBUTCIBHOCTBIO H
cnenu(UYHOCThI0. B 3aBUCHUMOCTH OT NPUHSTOTO IOAX0[a,
OTMCYAIOTCS ~ 3aMCTHBIC  PA3JUuYUsl B IOJIOKUTCIBHOU
NpOrHOCTUYECKON wneHHoctr [81, 82]. OmuH M3 KIHOYEBBIX
BOIIPOCOB B  OTHOIICHHH BBIOOpa MEXIY Pa3THIHBIMU
MPOTOKOJIAaMH ~ CKPHHHMHTAa HOBOPOXXIEHHBIX —  BBISBJICHHE
HOCHUTEJICH 1 OCMBICTICHNE ONOJIOTHH PEIKUX TCHOTHIIOB,
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I/IL[CHTI/I(IJI/IIII/IPOBaHHLIX npu CKpUHHUHIC HOBOpO)K,HéHHLIX.
Brecenue JAaHHBIX IO CKPUHUHTY HOBOpO)KI[éHHLIX B pCTUCTPLL
MaqUCHTOB ITOMOXKET MPOSACHUTH HCKOTOPHIC BAKHBIC BOIIPOCHI,
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BO3HHUKAKOIIUEC ITPHU CKPUHUHTIC.

Taoauna 4

Hpez{naraeMbIe HHAUKATOPBI OKa3aHUA MEIMIIUHCKOHN ITOMOIIIH.

O6sacTh

Hpez{naraeMbIe HMHAUKATOPbL

BOHpOCLI " OTBCTHI

Bl

0Ol

B2

02

B3

03

B4

04
B5

05
B6
06

B7

07

Kak MoOHO oOecreunTh BHECEHHE B PETUCTPHI
JOCTOBEPHBIX M TOUHBIX JAHHBIX?

MOXHO TIPOBOJUTH BBIOOPOYHBIC HWHCHEKIMH Ha
MecTax, B JIONOJIHEGHHE K WHCHEKIIMH 3JIEKTPOHHBIX
JTAHHBIX.

JIOJOKHBI 7M. PErucTphl NAalMEHTOB MEPUOANYECKH
IPOXOANUTh MPOLUEAYPY AaTTECTALUM, YUHUTHIBAs HX
POJIb B OTIPEJICNICHNH 1 OLICHKE KauecTBa TOMOIIH?
ATTecTanys MOXKeT BKIIOYATh WHCIICKIMIO JTAHHBIX, a
TaKKe aTTeCTaIio 00pabOTKK JAHHBIX, TIPOBOJIUMYIO
JUIsSt BBIYHCIICHUSA KOHKPETHBIX 3HAYMMBIX
nokasaresnei pe3ynbtaroB (Hamp., nporao3 FEV;%).
Kak Moryr perucrpsl NPUXOJUTh K CTaHAAPTHBIM
OIpEJICJICHUSIM 3JIEMEHTOB JaHHBIX M CTaHIApTHOH
oT4éTHOCTH Uil oOecrnevyeHus  YIIydIICHHOTO
CPaBHEHUs, NPH CPAaBHECHHH MEXIY Ppa3HBIMU

cTpaHaMu?
OTOoro  MOXHO  JOCTHYh  TYyTEM  CO3IaHHA
MEKTyHApOTHOM paboueii TPYIIIIBI o

CTaHJapTH3AIMU PETHCTPOB.
Kak peructpel MOTYT COKpaTHUTh BpeMs OT BBOJA
JMAHHBIX IO TIOJIYYCHUs BJIHSHHUS HA PE3yJbTaThl B
Lentpax u y manueHToB?

OmHO W3 pemieHWHd — 3TO BBOJ JAHHBIX B PEKUME
pearbHOTO BPEMEHH.

KakoBel ~ CymIeCTBeHHBIE  3JEMEHTHl  JaHHBIX,
OTHOCAIINXCS K  CKPUHUHTY  HOBOPOXKAECHHBIX,
KOTOpBIC HEOOXOJMMO cOOMpaTh B PErucTpax Juls
YCTaHOBJICHHS HAJICKAIIMX TTOKA3aTeJICH KayecTBa B
Oymyuem?

Bo3MoskHBIC TaHHBIC BKIIOYAIOT: BO3PACT CKPUHUHTA,
METOJBI CKPUHHIHTA U PE3yNIbTaThl CKPUHIHTA.

Kak cTpaHBl pemaroT BOMPOCH HATHYUS PA3THIHBIX
MIPOTOKOJIOB CKPHHHHTA Ha CBOCH TeppUTOpUH?
Bompocsl MOHO pemuTh C TOMOMIBIO  SICHOTO
OIKCAHMS BCEX METOJOB CKPUHUHIAa HOBOPOIKIAEHHBIX,
U BBCICHHEM DJICMCHTA [aHHBIX, KOTOPBIH TOYHO
YKa3bIBa€T METOJ, MPUMCHSBIIMICA K KaXIOMY
UHIUBUAYYMY.

Kak cieqyeT ucmonb30BaTh PErHCTPHI MAIIMEHTOB IS
(opManbHOW  OIEHKH  IMPOTOKOJIOB  CKPHHHHTA
HOBOPOXIEHHBIX?

OpHa W3 cTpaTermii — 3TO CpaBHEHHE IPOBEICHHSA
CKpMHHMHIAa HOBOPOXKJIEHHBIX C CEpHUEH aHAJIM30B 3a
OTPE30K BPEMEHH B CTpaHAX, PETMOHAX MJIU IITATaX C
Pa3IMYHBIM BPEMCHEM BHEIPCHHUS ITUX MIPOTOKOJIOB.

6. ¥YmnpaBieHHe Ka4eCTBOM HA MeKTYHAPOIHOM YPOBHE

«bosee peIUTeNbHO — S CUUTAIO, YTO HAM HE HYIKHBI
MEXIyHapoHble cpaBHeHMs. Ham, ckopee, Hy»KHO
MEeXIyHapoaHOe n3ydenue/ananms». K. Bampmre (2003) [83].

Onpenenenue
Hentpa CF

Tlepconan

AmOynatopHast
OMOIIb

CranmonapHas
HIOMOIIb

@unancuporanue Llentpa CF, rapanTupoBanHoe
MEANIIHCKAM yIPEKICHUEM

Yucno o6cne10BaHHBIX MALMCHTOB

YcTaHOBNICHHE CBSA3H C KOHCY/IBTAaHTAMH-IKCIIEPTaMHU B
001acTAX, PEeKOMEH/IOBAaHHBIX COTIACOBAHHBIMU
CTaHAapTaMy OKa3aHUsI IIOMOLLN

Hanwnuwme nporokoia HanpaslieHHit 1 oLieHOK ¢ LleHTpoM
TpPaHCILIAHTALINK

JloCTyITHOCTB OTZAEIIEHUs PEHTICHOJIOTHH C arapaTypoi
KOMITBIOTEPHOH ToMOrpahuu

JlocTynHOCTB J1ab0paTOPHHK MyJIbMOHOJIOTHYECKOH
JIMarHOCTHKH

JlocTyIHOCTh MUKPOOHOJIOTHYECKOIT CITyOBI €
YCTAQHOBJICHHBIM B3aHMO/ICHCTBHEM C STAJIOHHOM
naboparopueii Mukpoouosoruu CF

JIOCTYIHOCTD THarHOCTHYECKUX METO/OB, BKIIOYast
NOTOBYIO po0y U ananu3 mytauuu resa CFTR
JIOCTYIHOCTB PYKOBOJCTB IO JIeUeHUIo ociaoxHenuit CF

Kpyrnocyrounstii goctyn B Llentp CF st TeneoHHbIX
KOHCYJIbTAIlHi, HCOTJIOXKHBIX BBI30BOB MIJIH KOHCY/IbTALIHI
Hanuuune nupexropa Llenrpa CF

Hammane xoncynsranta CF

Hannune kIMHUYECKOH MeaCeCTpbl/MeapaTa co
crnenmanu3anueii CF

Hanuuune ¢pusnorepanerra CF

Hamuune queronora CF

Hanuuue coumnansroro padorauka CF

Hammaue ncuxonora CF

Hannuune xnmuanyeckoro dapmaresra CF

Hanmaue xnmuamdgeckoro Mukpooduonora CF

Hannune KoHCYIbTaHTa, PETHCTPATOPA, IITATHON
MEZICECTPHI CO CreHHAIN3aIHeH, (PU3HOTepaIeBTa,
JIMETOJIOra, COLUAIBHOTO PabOTHHKA, IICHXOJIOTa,
cekperapsi, (papmaneBTa Ha monHsie craBku [90]

YacroTa nocerieHui

Mecro npuéma

Hanwnune Bpada u mencectpsl CF npu kaxaom nocemeHnu
JIOCTYITHOCTD BCEX WICHOB OPHUIrajbl B KaXK/10€ MTOCCIICHUE
IpoBeneHre PeKOMEHIOBAaHHBIX PYTHHHBIX TECTOB,
HACKOJIbKO TPEOyEeTCsI 110 BO3PACTY IMalMeHTa

IepecmoTp sedeHNst ¥ TPUHHMAEMBIX JICKApCTB
BBITIOIHEHNE TTONMUTHKY H30JIUH COTJIACHO
MHKPOOHOJIOrHYECKOMY CTaTyCy MalHeHTa
Tocniurann3amus Wi BHyTPUBECHHbIC BIMBAHHUS Ha IOMY B
teuenue 24-48 4

Ycno KOeK, MO3BOISIOMINX HEMEUICHHYIO
TOCIUTAIIM3ALHIO

IpoBeneHre TOMNTHKN HHPEKIHOHHOTO KOHTPOJIS
JlOCTYITHOCTB OTHOMECTHBIX ITaJ1aT ¢ COOCTBEHHBIM
TyaJleTOM U BaHHOH

JloCTyIHOCTb YMBIBJIbHHKOB IS PYK

JlOCTYITHOCTB OCMOTpa OCJIOXKHEHUH CMEKHBIMH BpadaMi-
CIIeIHAIIICTAMU

OreHKa MUIEPIIIMKEMHUH i HOYHOTO HACBIIICHUS
KHCJIOPOIOM JUISl KaXKJI0T0 TOCITHTAIN3UPOBAHHOTO C
HH(PEKIINOHHBIM OCTIOKHCHUEM

PerynspHas MUKpOOHOIOTHS MOKPOTBI

PeryisipHOe H3MeEpEeHNE CIIMPOMETPHI

duzunorepanus (BKIHOYast METO/bI MOOHIIH3ALMH MOKPOTBI),
JIBaXK/IBI B ICHb

JlocTynHOCTB 000pYI0BaHUS [T (PU3HIECKUX YIIPAKHEHHIT
0/t HaOJTIOACHIEM

JloCTYITHOCTB TIPOTOKOJIOB JUIs IO3UPOBAHHS U BBEICHHS
AQHTHOMOTHKOB, JICYCHHS THEBMOTOPAKCA, YXO/a IIPH
KPOBOXapKaHHUH, TUArHOCTUKHU U JieueHuss ABPA n
ces3anHoro ¢ CF nuabera

EsxenernenbHble 00CYXICHNUS CTALIMOHAPHBIX U
MOJTY4YaIOIUX BHYTPHBCHHYIO aHTHOMOTHYECKYIO TEPAITHIO
00JIBHBIX HA MEX/IMCIMIIMHAPHBIX COBEHIAHUSX

(npoooncenue Ha credyroueli cmpanuye)
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Tab6uuua 4 (npooondcenue)

O6acTh

HpennaraeMme MHIUKATOPBI

CoBmecTHas
OMOIIIb

Ilepexomsmas
MOMOIIIb

T'oguunas
OLICHKa

TectupoBanue
JIEFOYHBIX

(byHKIHI

Hosrie
JIMarHO3bI

Yuco nanueHToB, 00CICI0BaHHBIX B CATETUTHOM
ornenenun CF

Hanuuue nocemenus carenutaoro otaenenus CF:
nuerosorom, pusuorepanestoM u CF cienmanucrom
MeJcecTpoit/MenopaTom

IIpoBenenue cnenuanbHoro kuandeckoro CF-pasbopa B
carenutHOM otaeienuu CF

Teproauueckuii KOHTAKT (OAMH-IBA pa3a B rOJ) MEXKIY
ciryx6o# CF u catenutHbiM otaenenreM CF

Esxeronnas ouenka, Boinonusiemas Liearpom CF
JIOCTYITHOCTB CHCTEMBI, O3BOJISIFOLICH MEPEXOAUTH OT
MeIMaTPUUECKON MEMIIMHCKON TOMOIIM KO B3POCIION
Hanuuue HenpepbIBHOCTH MPOTOKOJIOB JUATHOCTUKU U
JIEYECHUS

CoracoBaHHOCTh MEXIY NepexoaHbIMu LeHTpamu B
MOJIUTHKE CACPKUBAHUS HHOEKIHN

HToroBelii 0cMOTp JeTeil u Oecena ¢ pOAUTEISIMH IepeN
nepegayei B Jpyroe MeCTO MOMOIIN

TIpenocrasnenue nadopmaruu o HopoM LleHTpe 10
(haKTHYECKOro rmepexona

MNudopmuposanue o pazauuusax Mexay LlenTpamu
BBINOJIHACTCS JI0 TIepexoia

IInceMeHHBIH OTYET BCEX CIEIHAIICTOB O MaIl[HeHTe
MIPUJIOXKEH K MEUAaTPUUECKON HCTOPUU

TIpuBeTcTBHE MalMeHTa B IEPBHIii ICHb IIEpeX0/ia B HOBBII
Lentp

HcTopust Bcex METUIMHCKUX M KU3HEHHBIX COOBITHH TOCTIE
HPOILIOro TOMYHOTO 0003pEHHUs

IlonHblii KTMHUYECKUH OCMOTP

OcmoTp (peBbio) dhusnoTepaneBTa-crenuamucta no CF
Crimpomerpusi y MAlMEHTOB B BO3pacTe ctapuie 5 et
OcMmorp (peBblo) auetonora-crenuanicra no CF

Bpewms ¢ conpaabHbIM pabOTHUKOM H/HITH ICUXOJIOTOM,
eciu Tpedyercs

AHanu3bl KpoBH, Ipoba Ha (eKaIbHyI0 MTaHKPEaTHIECKYIO
anacrasy, GexanbHbIH xup, R-rpadus rpyanoil kieTky,
VY3U nedeHu, MOKpOTa MM Ma30K, KaK YKa3aHO B CTaTbe
«CTaHaapThl JICUCHUS

OpaJibHbIH TECT Ha TOJIEPAHTHOCTB K INIHOKO3€, KaK YKa3aHO
B cTaThe «CTaHAAPTHI JICUCHUS»

HccnenoBanne MUHEpaJIbHOM MIIOTHOCTH KOCTEH
IToBTOpPHBIHM MOTOBBIH TECT I HOBBIX MarueHToB LenTpa
Wnentudukaiys reHoTUmna, eciii enié He ciefaHa s
HOBBIX ManueHToB LlenTpa

TlonTBepxieHne MaHKPEaTHYECKON HEIOCTATOYHOCTH ISt
HOBBIX ManueHToB LlenTpa

IIpencrasnenue LlenTpa a1t HOBBIX NalueHToB LlenTpa
Croupomerpus npu kaxaoM nocemennn (FVC, FEVy,

FEFmax, FEF,5.75)

TectupoBanue NErOYHBIX HYHKIUH KPOME CIIUPOMETPHH,
€ciU KIMHHYIECKH ITOKa3aHO

IIpoBenenue TecTupoBanust B 00JIbLION NPOBETPUBAEMON
KOMHATE, C HCIIONb30BaHUEM METOJOB UL COKpPAIICHUS
nepekpécTHOI nHpeKIHH

Pa3zjenenne nanueHToOB COrTACHO HX
MHKPOOHOJIOTHYECKOMY CTaTyCy

Bo03M0OKHOCT OCETUTH NAaNMeHTa B TedeHHe 24 gac mocie
JIMarHo3a

Brimonnenue cnenuukanyii Ha4aabHOIM OLIEHKH
Hauano o6pa3oBarenbHOi mporpaMmbl

Hauano nporpamMmsl Tepanuu

JluarHocTHKa BO B3pOCJIOM BO3pacTe

JlOCTYyIIHOCTb TECTOB, YKa3aHHBIX B cTaThe «CTaHAapThHI
JICUEHUS»

ABPA - anneprudeckuii 6poHX0-JIErOUHBIN aCTICPTHILIES;
CF — kucro3usiit hpudpo3s;

FEF — moTox nipu (opcupOBaHHOM BEITIOXE;

FEV1 — 00BéM popcupoBanHOro Bbigoxa 3a 1 cek;

FVC - dopcupoBanHas )kM3HEHHAS] EMKOCTb.

6.1. Meoscoynapoonvle cpasneHust: co8pEeMEeHHOe COCMOHUE

CpaBHEHHE MPAKTHKH YIIPABICHUS KAYECTBOM MEKIY
CTpaHaMH CTAaBHT T€ K€ MPOOIEMBI, YTO U CPaBHEHHE BHYTPH
CTpaHbl, HO TOOABJISCTCS CIOXKHOCTh PA3JIUYUN B CHCTEMAaX
3/IpaBOOXPAHCHHS U CIIOCO0ax cOOpa JaHHBIX.

Hpuacnun u ap. [84] oxapakTepru30Baiy TIABHbIC TIPETSITCTBHS
TIPH CPaBHEHHNH Ka4eCTBAa MEKIYHAPOIHBIX JAHHBIX: OTCYTCTBHE
YHUGHUIUPOBAHHOH 0a3bl KIMHUYECKUX JIAaHHBIX, OTCYTCTBHUE
o01IMX onpenesieHui 1 npoLeayp cOopa JaHHBIX.

6.1.1. Bulbop unouxamopos/nokazameneti u ux onpeoeneHue

Bribop mokazareneii mMeeT pemiaroniee 3HAYEHHE, KOTJa
CPaBHCHUSI YIPaBICHHUS KavueCTBOM IMPOBOJSTCS IO CTAaTyCy
30POBBS MAMEHTOB W IO CHCTEMaM 3JpaBOOXPaHCHHUS. BbuTH
OPEUTOKEHBI  PA3JIMYHBIC TMOKA3aTeN, M MO3TOMY Ba)KHO
YUYUTHIBATH 3HAYMMOCTh M HEOOXOAMMOCTh H3MEPCHHH, Kak
ompenenii Kepp [85, 86]. [Ipennararorcst mokasaTesd JHarHosa,
MEJMIHMHCKOH  CiIyKObI, pe3ynbTaToB 3a00JE€BACMOCTH |
cmeprHocTH [84]. OmHAKO Ui OLCHKH M yIy4IICHHS KayecTBa
TpeOyIOTCSA SKCIEPTHBIC CYKICHHS, W MO3TOMY HHIHKATOPHI
KauecTBa — HE IMaHalles; TaK)Ke BXKHO OOydeHHe depe3 OOMeH
onbITOM U 00beauHeHKE B ceTsx [87]. Kpome Toro, cyiiecTByer
PHCK, UTO BHHMaHHME K IOKA3aTelisiIM B HEKOTOPBIX O00IACTSX
UCKJIIOYHUT PaCCMOTPEHUE JAPYIUX, HE MEHEE BaXKHBIX 00JacTel,
U He OyIyT BKJIIOUCHBI J0JTOCPOYHBIC pe3ybTartsl [88].

[lepeHOCMMOCTh ~ MHIMKATOPOB  KayecTBa Uil CHCTEM
30paBOOXPAHCHHSI B JPYrHe CTPaHbl BO3MOXKHA, HO Yallle BCEro
OHH HYXIAIOTCS B aJanTallid B CBS3W CO CICIH(PUICCKUMH
YCIOBUSIMH Kaxoi crpanbl [86]. Ocoboe BHUMaHHE CIELYET
o0paTUTh HAa YPOBEHb JCTAIBHOCTH B  OMNPCICICHHSIX
MEXIYHAPOIHBIX WHIMKATOPOB YIPaBJICHHUS KadecTBOM. Ilpm
TIOTIBITKE YHU(DHUKAIIMH TSI PA3HBIX CTPAH CYIIECTBYET PHCK, YTO
WH/IUKATOPBI CTAHYT HEMH()OPMATUBHBIMU U CBEAYTCSA K COOpY
crumkoM  0000méHHOW mHbopMaimu  [84].  Ananornuso,
HEKOTOpPbIE WHIHKATOPHI MOTYT OTPAXKaTh TOJBKO JIOKAJIbHbIC
HOTPEOHOCTH, U MOATOMY OHM HE HY)KHBI ISl MEKIYHAPOIHOTO
cpasHenus [87].

VHudukanus TOKHA OBITh YCTAHOBICHA [UISI KPUTEPHEB
BKJIFOUCHUS W HCKITIOYCHHS: BO3MOXKHBIC PACXOKICHHUST B
no00pe MAIMEHTOB JJIsi PETUCTPAIMKE U 3alMCH HH(OpMAIHH
MOTYyT MOBJIWSITH HA  pe3ynbTaT CpaBHEeHWs. [lodaTomy
PEKOMEHIYETCsI PACCMOTPETh, MOTYT JIH KPUTECPUH BKIIFOUCHUS /
UCKJIFOYCHHS, WM HECOOTBETCTBHS B IMPOLIECCAX PErHCTPALUH
HOBIUATH HA OOHApYXeHHble paszianuus. Bo u3bexanue
PACXOXICHHI, KOTOPBIC MOTYT BHOCHTBHCS B PE3YJIBTHPYIOIINC
MOKA3aTelM CMEIINBAHUEM CITy9acB, MOXHO HCIIOJIb30BAThH
3aIMCh «II0YTH coBmaaeT» [88].

Hakownen, mpouexypsl cOopa JaHHBIX M KauyecTBO JaHHBIX
JOJDKHBI OBITH YaCTBIO MPOLECCAa YMPABICHUS KAa4eCTBOM.
JleliCTBUTENIBHO, KAYeCTBO JIAHHBIX — BaXKHBIM  ACMEKT
UCCIIeIOBAHUIL, U CIICAYeT IOMHHUTh CTAPYIO MOCIOBHILY ‘garbage
in, garbage out’ (BO3MOKHO — YTO MOCECILb, TO MOKHENIb (TIPHUM.
nepeBourKa). B OMHOM WCCIeIOBaHMM Ha HAIHOHATLHOM
YPOBHE COKpAIICHHE HETOIHBIX TAHHBIX OOJICTYMIO CpPaBHCHHUEC
U yIOydmwiao nocieayromee Haomomenue [31]. Ilo  osroit
OpUYMHE  PEKOMCHAYIOTCS — TPOIEAYPHI  WHCIEKTHPOBAHHSI
JaHHbIX [88].

6.1.2.  Luxnwr PDSA

OOmIenpu3HaHo, 4YTO KOHCTATAlMsS PAa3JIMIUil CTAaHOBHTCS
0CCIONIE3HBIM YIIPAKHEHUEM B PAHKUPOBAHUH, CCITH 32 HUM HE
HOCIIENYIOT W3MEHEHHs1 B ToBeaeHun / mpaktuke [88]. BaxHo
OTIPEICITUTh CTPATETHIO BBISBICHUS Pa3Indnil MEKIy CTpaHAMH,
W3yYeHHWE MPUYMH  CYNIECTBOBAHUS  OTHX  Pa3iHuUii U
moctpoeHre Toro, 4yro lllTepH u Jp. Ha3Baau MPOIECCOM
M3YUYCHHUS U TPOLEAYPOi yiuydiieHus kadectna [31].

OpHAKO OYEBHJHO, YTO TAKOW MPOLECC JOBOJBHO CIIOKEH B
MEKIYyHAPOAHBIX YCIOBUAX, TAE pasiH4HbiC (AKTOPbI MOTYT
MPUBECTH K Pa3jWYHBIM pPe3yiabTaTaM, U T03TOMY CMEIIHBAHHE
3p(EKTOB MOKET MPUBECTH K PAa3IMUHBIM pE3YyIbTaTaM HITH
Pa3IMYHBIM WHAWKATOPAM KadecTBa.
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Tabmuna 5
IpennaraeMble HHAUKATOPBI JUIS PE3YIBTATOB JIEUEHHs H IIPOLIECCOB.
Oonacth Wunukarop/mokasareib Crpartuduxanus Ipenesnst
Pesynbrar Menuana Bo3pacTa o momy
IIponopmus mamuenToB B Bo3pacTe 18 et u Gomblie
Menuana FEV1% ot nomxHoro ITo mony u Bo3pacTy IMTauments! B Bo3pacre 6+ et
Menuana nepuentuinun BMI Ilo mony u BO3pacTy
Yucno cMmepTeil B TEKYIEM IOty Ilo mony
Menunana Bo3pacTa cMepTH (TI0 CMEPTSM B TEKYIIEM TOAY) Io nony
Cpennuit BMI Ilo oy U BO3pacTy IMauuents! B Bo3pacre 18+ ner
Cpennss nepueHTHiIs BMI Ilo mony u Bo3pacTy [Nauments! B Bo3pacre 2—17 ner
Cpennuit FEV1% ot nomxHoro TTo mony u Bo3pacTy IMauuenTs! B Bo3pacte 6+ et
Cpenusis, MUHMMaJbHasl, MAKCUMaJIbHasi KBAPTUIIM BO3pacTa
IIponopmus mamuenTos cTapime 18 et
IIponopus mamueHToB, 3a00JIEBIINX B TEUEHHE rojia
Cpenuuil 1 MeAUAHHEIN BO3PACT CMEPTH
IIponopriys malKueHToB, )KUBYIIUX ¢ TPAHCIIAHTATOM JIETKOTrO
IIponoprys malKUeHToB, JKUBYIIUX ¢ TPAHCIIJIAHTATOM HEeYEeHU

IMauments! 6e3 GyHKIMH JTETKUX
IMauments! 6e3 GpyHKIMH JTETKUX

Cpennsisi, MUHUMaJIbHAs, MaKcuManbHast kBaptui FEV1% 0T 10/DKHOTO
I'pynmst FEV1% (< 40 / 40-80 /> 80 %) ot nomuoro

PacnipocTpaHeHHOCT XpoHHUecKoit nuekiu Pseudomonas aeruginosa
PacnpoctpareHHOCT XpoHHUecKoil nu(ekunun Burkholderia spp.
PacnipocTpaneHHOCTb XpoHnueckoit nudexin Saphylococcus aureus
PacnpocTpaHeHHOCTh XPOHUYECKON HHPEKIIMH HETyOepKyIE3HbIX MUKOOAKTEpH Il
PacnipocrpaneHHOCTH XpoHHUecKoil nH(peknnn Senotrophomonas maltophilia

ITo Bo3pacry
ITo Bo3pacty

Cpennsis, MUHIMaJIbHAs, MAaKCUMaJIbHAs KBapTUIM 6aiioB Z 10 pocTy
Cpenusis, MUHIMaIbHAs!, MAKCHMaJIbHAS KBAPTUIH 0alIoB Z O Becy
CpenHsisi, MUHUMaJIbHAas, MaKCUMallbHasl KBapTuiu 6aiuioB Z no BMI

IIponoprms manuentos ¢ BMI < 18,5

ITo Bo3pacty
Ilo Bo3pacty
ITo Bo3pacty

Tlo BO3pacTy 1 Moy IMauments! B Bo3pacre 18+ ner

PacrnpocTpaHeHHOCTb aJIEPTHYECKOr0 OPOHXO0-JIErOYHOT0 acIepruuEsa

PacnpocTpaHeHHOCTh ITHEBMOTOPAKCa
PacrnpocTpaHEeHHOCTh KPOBOXapKaHUs
PacnpocTpaHeHHOCTh 310Ka4ECTBEHHBIX HOBOOOPA30BaHUIt
PacrnpocTpaHeHHOCTh OOJIE3HH MEYCHI

Yucno TIAUEHTOB, XUBYIIUX C TPAHCIVIAHTATOM JIETKOro (J'IéFI(HX)

Yucno NanyenToB, )KUBYIINX ¢ TPAHCIUIAHTATOM HEeUeHU
Yucno cMepTeit B TEKYIEM IOty

I'pynms! 110 Bo3pacTy cMepTH (110 CMEpTSIM B TEKYIEM TOfy)
IIpuunHa cMepTH (110 CMEPTAM B TEKYILEM I'O/1y)

Ipouecce Uncno HOBBIX TMarHO30B B TEKYILEM IOy

TTo BO3pacty u nosy
TTo BO3pacty u mosy

ITo Bo3pacty u oy
IIo oy

HpOHeHT HOBBIX CJIy4acB, JUAarHOCTHUPOBAHHBIX CKDUHUHI'OM HOBOpO)KZléHHBIX B

TEKYILEM TOIly
Menuana Bo3pacta IpH JHarHose
Menuana Bo3pacTa Ipu JHarHo3e Ul HOBBIX THArHO30B

T'enotun F508del (romo3urora/rerepo3urora/ipyroe/HeT reHOTHIIA)
Cpennsis, MUHIMaJIbHAsI, MAKCHMaJIbHAsI KBAPTUIM BO3PACTA [IPH JUArHO3E

I'pynmsl Bo3pacTa npu uarsose

HpOHOpHHﬂ TIAIMUEHTOB, KOTOPBIC MMPOIIIN CKPUHUHT HOBOpOX(HéHHI)IX

IIpomnoprust marmenToB ¢ ananmmzom JJTHK

IMauuenTs! B Bo3pacte S5+ et

BMI — unznekc maccsl Tena; FEV, — 066éM dopcupoBanHoro Beigoxa 3a 1 cek.

Pasymeercsi, aHanW3 JaHHBIX WIPacT OCHOBHYIO DOJIb:
CpaBHCHUS MOXKHO TPOBOJHUTH B YHUCTO OIKMCATCILHOM BHJEC C
[TOMOIIBI0 CBOIHBIX TAOJWI] W CPABHHUTCIBHBIX TPA(UKOB.
Opnako yrayON€HHBIH aHANMM3 pPa3MUUdi MEXIy CTpaHaMH
JIOJDKEH MPOBOIUTHCS MOCIIC TOMPABOK HA BO3MOXKHBIC TIOMEXH.
Kpome Toro, mocie BbISIBICHHS (HaKTOPOB, OIPECACSIOIINX
pa3jMYHBIC YPOBHHM YIPABJICHUS KAdyeCTBOM, HEOOXOAUMO
00CYIUTh 1EJIeCO00Pa3HOCTh MEPEHOCA NPAKTUKU B JAPYTHE
CTpaHbl, OCKOJIbKY TO, YTO pabdOTacT B OJHOM CTpaHE, MOXKET
He paboTaTh, W JaXe HE BOCIPOU3BOAMUTHCS B JPYroil CTpaHE
[88].

HakoHer, HEKOTOPBIC aBTOPHI 3aSBISIOT O HEOOXOIMMOCTH
PYKOBOJISIIETO OpraHa, KOTOPBIA HAOMI0JaeT 3a MPOIEeCCOM
VIIyUIICHUsT KA4eCTBa JaHHBIX M YCTAHABJIMBACT HaJUIC)KAIIUC
KPUTEPHH W3MEPCHHI, MPOIEAyphl cOOpa HTaHHBIX, METOJBI
aHaJM3a JJAHHBIX U CXeMbI oomnperus [88, 89].

6.2. Meosicoynapoomnvle cpagnenus. KOHCEHCYC

JlJiss IPOBEACHUS MEXKIYHAPOIHOTO MpoIecca yIydIICHHUS
KayecTBa  JOJDKHO  OBITh ~ JOCTHUTHYTO  COTJIAIICHHE  HA
MEXKIYHAPOJHOM YPOBHE IO CIICAYIOIIMM acHeKTaM: BBIOOD
WHIMKATOPOB JIJIsl HAOJIOICHUS 32 KauyeCTBOM, BBIOOp Hambolice
MOJXOMAIICTO XPAHWIHIIA ISl TAKUX WHIUKATOPOB, MOIXOIBI K
aHamM3y JNaHHBIX (TaKWe Kak MpU3HAHUEC BBHIOOpa (hakTopoB
OTKJIOHEHU W TIIOMeX), OcCyIlecTBieHne nukioB PDSA wu
PYKOBOJICTBO MPOLIECCOM YIPABJICHUS KAYeCTBOM. B ciieayrommx
paszenax Mmoka3aH KOHCEHCYC, TOCTUTHYTHIN 10 KaKIOMY U3 ITHX
ACIIeKTOB, ¥  BBIABMHYTHI  MNPEIIOKEHHS IO  00JacTsiMm,
TpeOYIOUMM AajibHeHIeld paboThl.
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6.2.1.  Bwibop unouxkamopos/noxkasamenei

MexayHapOIHBIC CpPAaBHEHMS CICIYeT MPOBOAUTH B
CIIENYIOIUX O0NACTSAX YIpaBICHHS KayecTBOM: CIyx0a
3IAPaBOOXPAHEHUsI, PE3yJIbTATHl M KAYECTBO JAHHBIX.

6.2.1.1. Cnyorcoa 30pasooxpanenus. VIHIUKATOPBI IJ1s1 OLICHKH
CIYXOBI ~ 3IpaBOOXpaHEHUS  OBUITM  MPEMIOKEHB |
WCIOJNB30BaHbl B MCIUIMHCKON  JUTEeparype, HO HX
ucnonp3oBanue st CF He ObLIO XOPOIIO JOKYMEHTHPOBAHO,
0COOCHHO B MEIKIYHAPOIHBIX YCIOBHSIX.

B mpensiaymem KoHceHCyce O COMNIaCOBaHWM CTaHIAPTOB
i CF, Kepem u ap. [50] onpemenuinu Kito4eBbie CIIykKOb,
OCHAIIICHNE W TIEPCOHAJ, TpeOyeMbIe B CIICIHATN3UPOBAHHOM
Hentpe neuenuss CF nns amOymaTOpHOW, CTallMOHAPHOM,
COBMECTHOM W TMEPEeXOMsIIeil MOMOIIM, U PEKOMEHIOBAHHBIX
TECTOB MOCJICIYIOIIET0 HAOIIONCHUS, MPOBOJUMBIX IIPU
©KErOHO OIICHKE. DTH CTaHIAPThI TOMOIIH MPOJIOKIIH ITyTh
K OTIPEICIICHUIO WHIUKATOPOB/TIOKa3aTeNeH VTS
MEXKIyHAPOJIHOTO CPABHEHUS, B YACTHOCTH, B 00JIaCTH CITYKOBI
3npaBooxpaHeHus. B Tabnuie 4 nmpeacraBiacHbl IpeajiaracMpie
WHAWKATOPBI, KOTOPBIE TIOJOOpaHBI COTIIACHO PEKOMEHAALNSM,
OOHOBIIEHHBIM B CTaThE O COBPEMEHHBIX CTaHIApTaX KauecTBa
nomonu (cMm. Paznmen 3, YmpaBienuwe kadecTBOM Ha ypOBHE
Llentpa) [90].

ECFS npusbsiBaeT K CO34aHUIO MEXKAYyHapoaHOW paboueid
IPYIIBI, COCTOSILIEH M3 OKCHEPTOB [0 OLEHKE CHUCTEM
3npaBooxpaHenus, cnenuanuctoB mo CF, agMuHHCTpaTtopoB
maHHbIX B 0Oazax maHHeix CF, ¢ [enbr0 OLCHKH ITHX
MpeUlaraéMbIX ~ WHANKATOPOB B IUTAHE XapaKTEPUCTHK,
KOTOpBIE HEOOXOAMMBI I MEXIYyHApOJHOTO CpaBHEHHS. B
YaCTHOCTH, OICHKA TIpeAslaraeMbIX HMHINKATOPOB IOJDKHA
COCPEIOTOUNTRCS Ha CIEIYIOIINX aCTIeKTax:

. Hmeror Jn TaKue HHIUKATOPbI JKeJlaeMbIe
XapaKTePUCTHKH: 3HAYUMOCTb, HEOOXO0UMOCTb,
[IEPEeHOCUMOCTD?

. HMeroT i Takue MHIUKATOPBI JOCTATOYHBINH YPOBCHb
neranuzanmu?  MHQOpMATUBHBI M OHHM, WIH

Heonpenen€Hupl? He OTpakalOT JIH OHU  TOJIBKO
JIOKaJIbHBIE MOTPeOHOCTH?
. CyILecTBYeT JM PHUCK CYXKCHHS KPyrosopa ¢ BBIOOPOM
TaKUX WHIAUKATOPOB?
. Nmerores 1 u
AHIUKATOPBI?

TIO0JIC3HBI JIn JOJITOCPOYHBIC

6.2.1.2. Pesyromamvr mepanuu. B nurepatrype mo CF
CpaBHCHUsI  PE3YJIbTATOB  TEpAallMd  BBINOJHAINCH  Ha
narnmonansiom [30, 31, 52, 91] u mexayHapoaHoMm [8, 22, 58,
92-99] ypoBusx. CpaBHEHHS TPOBOAWIINCH, TJIABHBIM
00pa3oM, 1O BBDKMBAaCMOCTH, JIETOYHOH (YHKIHU U
COCTOSIHMIO THUTaHusA. Kak WHAUKATOpB [UIS  CpaBHEHUI
WCTIONB30BAMCh: MEOMaHa BO3pacTa CMEpPTH, MeAnaHa
MporHo3upyemMon  BebkMBaemMoctd, FEVi, dopcupoBannas
JKM3HCHHAS éMKOCTB, 3a00J1€BAEMOCTD JIETOYHBIMH
nHdekuusMH, Bec, poct 1 BMI.

Bce 3Ti nHANKATOPBI NMEIOT JKETaeMbIe XapaKTCPUCTHKH: B
HaydyHOM coobmiecTBe o CF cymiecTByeT mMMpOKHii KOHCEHCYC
OTHOCHTEJILHO HMX CIOCOOHOCTH OTpa)kaTh CTaTyC 3JI0POBBs
MAIMEHTA; OHU MOCTOSHHO 3alTUCHIBAIOTCS B UICTOPUH OOJIC3HH,
MTOCKOJIBKY TPEOYIOTCSI ISl KJIMHUYECKOTO BEJCHHS OOJBHOTO;
OHM UWMCIOT [JOCTaTOYHBI ypPOBECHb JCTANIM3ALUU  JIJIS
ONHCAHMsI CTaTyca 3[0POBbs MAIMCHTA, OHU HE OTPAKAIOT
TONBKO  JIOKAJbHBIE  MOTPEOHOCTH; OHH  OXBATHIBAIOT
pasnmuunble acnekTel CF; W HEKOTOphle W3 HUX YYHUTHIBAIOT
JIONITOCPOYHBIE PE3yIbTATHI.

ITpu MCHONB30BAHUH TAKMX MHAMKATOPOB INIABHBIC MPOOIIEMBI
OTHOCSITCSL K TEPEHOCHMOCTH: 3aTPYIHUTEIbHBIMH OKa3aJIHCh
MEKyHapO/IHbIE CpaBHCHUS npu UCIIOJIb30BAaHUN
WHJIMKaTOPOB BCIIEICTBHE Pa3HOIl MEPUOANYHOCTH W3MEPEHUI
(namp., 3anmuch Jy4mero Jmbo mociennero FEV; B rony),
pasHoryacuif B ompefeNeHusx  (Hamp., XPOHUYECKOH
unpexuun) [100], pasnuuunit B yactote oOHapyx)eHus (Hamp.,
TeHOTUIIUPOBAHUE) WIW 4YacToTe B3ATHA 1pol (Hamp.,
MukpoGuonorndeckre ananusel) [100, 101], BO3MOMKHBIX
pacxoskaenuii B moadope namuentos [58, 100, 101] u B 00béMe
HeroaHbIX gaHHbix [100].

ECFS npussiBacT MexayHapogHoe coodmectso CF mpuiiti
K COIJIAIICHHUIO OTHOCUTEJBHO TJIABHBIX ACIIEKTOB PE3YJIbTaTOB
teparun npu CF, u Ha peryaspHOH OCHOBE IOKa3bIBaTh
WHJIMKATOPbl HAIIMOHAIBHOTO YPOBHS 110 TaKUM acleKTaM B
HarmoHanbHBIX peectpax CF. Ipennoxxenue mo oOMeHy 3TOi
urdopmanueit 6p110 BeigBUHYTO B 2009 1. [102], M HameueH
BBIOOP MHIUKATOPOB Ha ypoBHe LlenTpoB. B mambHelinem 310
NpeyIoKEeHHe ObUI0 PACHIMPEHO U HPEIJIOKEHBI JIpyrue
unukatopsi [103].

Jpyroii npumep MeXIyHapOIHOTO CPaBHEHHS PE3yJIbTaTOB
TEpalMd M METOJOB Tepanuu (Hamp., JAWArHOCTHYECKOW
NPAaKTUKH) TPUBOAMUTCS B TOJOBOM OTYETE MO JaHHBIM
Peructpa marmenToB EBpomeiickoro o0mecTBa mo KHCTO3HOMY
¢ubposy (ECFS PR) [14, 100]. Tabmuma 5 cyMMHpYET
WHIIUKATOPBHl PE3yJbTaTOB TEPAalMM W METOAOB Tepaluy,
KOTOpbIE CIIE[lyeT YYWUThIBATh W yIydllaTh JUIsL  LeJei
MmexayHapoaHoro cpasHenus [100, 102].

6.2.1.3. Kauecmeo oannwix. KauecTBO JAaHHBIX JIOJDKHO OBITH
YacThIO MPOIECCa MEXKIYHAPOJHOTO MOHHUTOPHHIA KauyecTBa.
Viydnienue ypoBHS TOYHOCTH 3alUChIBAEMON HH(OpMAaruu
JNIOJDKHO ~ JIOCTUTaThCs ~ MOTHMBanMed M Hamlexamel
MOJIrOTOBKO#M TMepCcoHana, OTOMPAIOIIEr0 W 3aMKCHIBAIOIIETO
JIAaHHBIC, BHEIPEHUEM ABTOMATHUCCKHX CHCTEM OOHAPYKCHHUS
omunboK U BHeApeHHeM 3()(HEKTHBHBIX METOJOB KOPPEKIIUU
omrboK. MHUIHATHBEI MEXyHAPOJHOTO 0OOMEHA 3HAHMAMH U
OIBITOM II0 HPOLECCAM KOHTPOJISI Ka4eCTBa JAHHBIX JOJDKHBI
HMETh MOJUIEPXKKY, KaK HamnpuMmep, HHHIMAaTHBa Perucra
nanueHToB EBporneiickoro o0mecTBa mo KUCTo3HoMY (Guopo3y
[13].

6.2.2. Ananuz 0anHvix u 06MeH MemadanHbLMU

PesynbraThl  MEXKAYHApOIHBIX  CPaBHGHHUH  OCOOCHHO
qyBCTBUTEIHHBI K pa3IAgIsIM, KOTOpBIE MOTYT
00yCIIOBIMBATHCS  CMEIIEHHEM (aKTOPOB ¥ Pa3IHMYHBIM
MO0I00POM TAIIEHTOB. DTH MOMEXH JOJDKHBI IPHHUMATHCS BO
BHUMaHKC B (pa3e aHanmM3a NaHHBIX. JlomycKaeTcsl MPUMECHEHUE
CTATUCTHYCCKUX METOIOB IJIsi KOHTPOJISI [IOMEX M IMONPABOK Ha
CMCIIMBAHWE  CIy4acB, XOTs WX BHEIPECHUC  MOXKET
MPEICTABISTh TPYAHOCTH B KOMIUICKCHBIX YCIIOBHSIX; IIPH
HEOOXOIUMOCTH CIIeIyeT WCHONb30BaTh XOTA OBl Takue
MPOCTEUIINE METOIBI, KaK CTpaTU(QUKAIMi ¥ aHAIU3 B
moarpymmax. BaxHo, dYTOOBI  BO3MOXHBIE  HCTOYHHKH
pacxoXIeHH B MoAOOpe  TMAIMEeHTOB  BHUMATEIHHO
HCCIICAOBAIMCH, ¥  4YTOOBI MPOBOJWIKMCH  CIIPABEIJIMBBIC
CpaBHCHHUS MEXIy CTpaHaMH B TpyINax [alUucHTOB,
HACKOJIbKO BO3MOKHO OJTHOPOIHBIX.

Jpyroii NpUHIMIHATIBHBIA aCIEeKT aHainW3a JaHHBIX —
PACKpBITHE BCEH BaKHOW TEXHHYECKOW MH(MOpMAIHH, KOTOpas
MOKET TIOBIHMATH Ha pE3yNbTaThl. OTAJOHHBIC BEIMYUHEI,
HCTIONB3yeMbIe  JUii  pacyéra BEIWMYHH  CTAHAAPTHOTO
OTKJIOHEHHSI TP  AHTPOTIOMETPHUYCCKUX  HM3MEPCHISIX,
YpaBHCHHUS, HCIOJIb30BAHHBIC JJIsI pacyéra MPOTHO3UPYEMBIX
BEJIMYUH NPU TECTHPOBAHUU (DYHKIMH JIETKHUX, CHICHUPUKAIISL
KPUTCPHEB  BKJIIOYCHUS/UCKIIOYCHHUS —  BOT  IPHUMEPHI
TEXHUYECKOI MH(pOpMAIIMU, KOTOpAsi TOJDKHA ObITh YKa3aHa.
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6.2.3. Coop oaHnHbIX U 8b1O0P XpaAHUIUWA

B npenmiecTBYONmMX — pas3jeliaX  OMHMCAHbl  JIEMEHTBI,
HEOOXONUMBIC ISl MEXKIYHAPOJHBIX CpPAaBHCHHI: BBIOOP
MHIMKATOPOB/TIOKA3aTe e Uit CIIy)KObI 3/[paBOOXPaHEHHSI,
MPOLIECCOB M pe3yJbTaToOB, BHEIPEHHE METOJ0B aHain3a
JNaHHBIX C y49€ToM cmenmieHns 3(G(EKTOB W pa3iuuuil B
nojbope, OOMEH 3HAaHUSAMH O KadecTBe JaHHBIX, OOMEH
TEXHUYECKOH WH(pOpManueil mo aHanm3y OaHHbIX. Bce 3t
9JIEMEHTBI MOXHO s yaoOcTBa coOparb B €IUHOM
XPaHUIIHUIIE, TAKOM Kak npeioxeHo Cumcom [104].

HyXHO moCTHYh MEXKIYHAPOIHOTO COTJIAIICHUS O BBIOOpPE
TAKOrO XPaHWIHUI@E, W O BbIOOPE BHIOB COXpaHIEMO
nH(poOpMaNMK, a Takke 00 ypoBHe AeTanmu3anuu. [Ipumepbl
Xpansitieiics HMH(GOPMAIMK: COBOKYIHBIC pe3yJbTaThl 10
WHIIUKATOpaM, BBIOPAHHBIM JUIsi MEXIYHAPOIHBIX CPaBHEHHH,
JIOKYMEHTAIUsSI [0 METOJMOJIOTHH cOOpa NaHHBIX M aHalu3a
JAHHBIX, I[OJIC3HBIC MAaTepUallbl JjIsi OOMCHAa OIBITOM B
Pa3IMYHBIX UHUIMATHBAX 10 YIIYYLICHUAI Ka4eCTBa.

6.2.4. Buneopenue yuxnos PDSA u pyxosoocmeo npoyeccom
VAPAGNeHus Kauecmeom
UTo0B!I mpoliecc ynpaBiieHUs] kadecTBOM ObuUT 2 eKxTuBeH,

ciaenyer  BHeOpsaTb  uukiael  PDSA  u opraHuzoBaTh
3¢ (GeKTUBHOEC  PYKOBOJACTBO  MPOIECCOM  YIIPABJICHUS
Ka4eCTBOM.

PexomMeHtyeTcs 10CTHYb MEXIyHAPOHOTO COTJIAIICHUST O
NPUHIMIAX ~ OpraHu3alUd W [OJJepKaHus — Ipolecca
pykoBojcTBa. JloykHa OBITH COopMUpOBaHA ocobas Tpyma
CHELHUATICTOB CO CIIOCOOHOCTHIO K BHECCHHIO M3MEHEHHH M
ONpENCICHUIO  BIUSHHUS  3TUX  W3MeHeHuil. Ecim B
CyHNICCTBYIOIIMX  0a3aX JaHHBIX (HAmp., B  PErHCTpax
MAIMCHTOB, aJMHHUCTPATHBHBIX 0a3aX MaHHBIX, PErYJIIPHBIX
CTAaTUCTHYCCKUX OTYETAX 3PaBOOXPAHCHUSI) OTCYTCTBYIOT
MOKa3aTesH, BHIOpaHHbBIC ISl MEXKIYHAPOIHBIX CPAaBHEHUIL, TO
HAIMOHAJIBHBIC PErUCTPbI JOJDKHBI OBITh MPHU3BaHBI K COOPY
TakoW MH(OPMAIMHU, ¥ K CO3JAHUIO CHEUUATbHBIX XPAHUIIUILL
JUIsl XpaHeHHUST COBOKYITHON MH(pOpMAIHH.

B 3amaum 3TOW TIpymIbl BXOAWUT: CTHMYJIHUPOBAHHE WJIH
yyacTH€ B OpOrpaMMax  MOHUTOPHHIA  KadecTBa,
CrOCOOCTBOBAHUE CO3JIAHUIO CETEd W OOMEHY OIBITOM JIJIst
mporecca OOydYCHUs, MHCIICKTUPOBAHHUC [0 WHIUKATOpPAM U
nporeaypam coopa JaHHbBIX.

6.2.5. Yuacmue nayuenmos 8 merscoOyHapoOHbIX CPAGHEHUSX

Yyactue TAIMEHTOB Ha KaXKJAOM ypOBHE TIpollecca
MOHHUTOPHHIa Ka4yecTBa — IMPUHIHUIIHAIBLHOC  YCJIOBHUE:
YIy4YIICHUE KAueCTBa CIYKHT HA IOJIb3Y MAIUCHTaM, M WX
[IOJIHOMOYHOCTb Y BKJIAJ B OTOT MPOLIECC CYLIECTBEHHBDI.

Bo wMHOrmX cTpaHax aKTHBHOE y4YacTHE TMAI[UEHTOB
YCIICIIHO TMOJICPKUBACTCS 4Yepe3 OoOMeH WH(pOopManuei, B
KOTOpOit HCKITIOYEH podeccnoHATLHBIN/ TEXHUIeCUK I
JKaproH. Pasmauga Pa3bICHUTEIBHBIX JINCTOBOK,
aTanTHPOBaHHbBIE IS TAIIMEHTOB BEPCHUU TOJOBBIX OTYETOB U
CTIEIUAIbHBIC CTPAHMIIBI JIJIS TAIIMEHTOB HA CalTax pEernucTpoB
CF — Bor mnpumepsl Toro, kak crneuuanuctel nmo CF wu
CTaTUCTHKE MPEAOCTABISIOT MAIEHTaM JIOCTYI K IPO3pavyHOit
U TOHATHOW wHpopManmu. Takum 00pa3oM, MALUCHTEI
[OJIy4aroT BO3MOKHOCTh AKTUBHOI'O y4acThs B
3IpaBOOXpAaHEHUH, M 4Yepe3 CBOMX MPEJICTaBUTEICH B
PYKOBOISIIMX OpraHax MOTYT BIWSATh Ha BHEJpPCHHUE
M3MEHEHUN, HEOOXOAMMBIX JUISl YITydIIeH!sT KadecTBa.
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nepcoHanbHast oruiata ot komranuu Effetti s.r.1., 3a mpenenamu
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Beipaikenue 6J1arogapHoOCTH

ABTOpBI  JKEJAIOT ~ BBIPA3UTh  OJIaroJapHOCTh 32
IUIOJIOTBOPHBIE 00CYXK/ICHHSI B TPYIIIE YIPABICHUS KAYeCTBOM
u 3a nomoulb DneH 'anH, Munany Maueky, ko OcMoHy U
Xapmy Tunuency.
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