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AHHOTauun

MyxkoBuctnao3 (MB) — Tsokenoe 3a0oneBanne, KOTopsiM cTpajator 6osee 70 000 demoBek BO BCeM MUPE.
Hecmotpst Ha moCcTOsTHHOE YCOBEPITIEHCTBOBAHNE METOJIOB TEPAINH, 3TO 3a00JIEBAHUE OCTACTCS HEU3JICUUMBIM
Y OTPaHUYMBAET MPOIOJKUTENbHOCTD KU3HU NAUMEeHTOB. JItoau ¢ MB cripaBiisitoTcs € TSKEIbIMU CUMIITOMAMHU
u OpeMeHeM JeYeHHs, a TaKKe CTAJIKUBAIOTCS C TPYAHBIMU MEIUIMHCKUMU PEUICHUSIMH Ha MPOTIKECHUU
Bcero 3a0oseBanus. I3BECTHO, UTO MajUTMaTUBHAS TIOMOIIL CMSATYAET OpeMsl TSKEIION OOJIC3HHU U TeM CaMbIM
o0nerdyaer cTpajJaHusl MAIlMEHTOB U MX CEMEH, HO MPHU ITOM MOYTH HUYETO HE M3BECTHO O KOMIIOHEHTaX H
CTPYKTYpE Pa3JIMYHBIX MOZeNiel OKa3zaHUs MaNIMaTUBHOW MOMOIIM, HEOOXOIUMBIX Ui YIYULICHHS JKU3HU
60sbHBIX MyKoBUCIIHI030M. [To mannmaruee ®onna mykosuciuaosa CIIA (The Cystic Fibrosis Foundation,
CFF) nns BBIpaOOTKM COTNIACOBAaHHBIX PEKOMEHAANNN (KOHCEHCyca) MO BHIOOPY HAWIYYIIUX MOJEJeH
MaJUIMaTUBHOW MOMOIIY MPU MYKOBHUCIIM103€ ObLIa CO3/1aHa 3KCIEPTHAsI IPyMIa, B KOTOPYIO BOILIM Bpayw,
Wccre0Barey, nanueHTsl ¢ MB u nuia, yxaxusaromue 3a 0oibHbIMUA. Ha OCHOBaHMM CHCTEMAaTHYECKOTO
0030pa myOIuKaIuii ¥ SKCIIEPTHOTO 3aKIIF0YSHHsI TPYIINa pa3padoTana OqUHHAALATh TOJI0KESHHI O IEPBUYHOM
U CIEeUUaIN3UPOBAaHHON NaJJIMATHUBHOM IMOMOIIM, a TakXe O CKPUHHMHIE Ha IpeIMeT HEeOOXOIUMOCTH
MaJUTMATHBHOW TTOMOIIH. DTH PEKOMEH/IAIIUU HAIIPABJICHBI HA BCECTOPOHHEE YIOBIETBOPEHUE TOTPEOHOCTEH
B MAJIJTHATUBHOM MTOMOIIIH, a TAKXKe yIy4IllIeHne KadecTBa ®KU3HU Ttofelt ¢ MB Ha mo0oii ctaanu 3a601eBaHUs
Y T€X, KTO 32 HUMH YXa)KHBAET.

KaroueBble cjoBa: KIMHUYCCKHUE pEeKoOMeHAan, MYKOBHUCIHMI03; OKa3aHHC MGHHHHHCKOP’I IIOMOIIIH,
naJjimaTuBHas IIOMOIIb, HCXOJbI, OTMCUACMbIC ITAIITUCHTAMU.

' Otaenenue nauIHaTHBHON MEAUIUHEI, Kadeapa ceMeHOM 1 MpoUIakTHIECKONH MEAUIMHEI, YHUBEPCHTET IMOpH, ATianTa, mtar J[xopmwkust, CLLIA.
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nunensun Creative Commons (http:/creativecommons.org/licenses/by/4.0), cormacHo KOTOpoii pa3peiieHo ee HeOrpaHMIEHHOE UCTIONB30BAHKE, PACTIPOCTPAHEHUE
1 BOCIIPOHM3BE/ICHUE Ha JIFOOBIX HOCUTEIISIX TIPH HAIMYUK CCBUIKH HA OPUTHHAIL.



4

BBegeHue

MyKOBI/ICLII/II[OS (MB) mpeacraBisier cobou
reHeTnyeckoe 3abosieBaHUE, COKpallaroliee
MPOIOJDKUTENILHOCTE KU3HH, 3aTparuparoiiee 0osee
70 000 mamMeHTOB M MX CEMEH IO BCEMY MHUDY.
Hecmorps Ha 1O uro MB ¢ TedueHuem BpemeHU
MPOrPECCUPYET U MPUBOAUT K JIETAIILHOMY HMCXOAY,
B Coenunennsix Illtatax ycoBepiieHCTBOBaHHE
METOJIOB ~ JICUEHUS  3HAYUTEIBHO  YBEIUYWIIO
MPOJOIKUTENBHOCTD dKU3HH NAIMEHTOB: eciik B 1986
TO/ly CpeIHssl MPOTHO3UpYyeMasi MPOIOJIKUTEIbHOCTh
xu3Hu npu MB cocrasnsna 20 net, To k 2018 roay
sToT BO3pact noctur 44 gmer [1]. Tem He MeHee,
MHOTOYHCIIEHHbIE TPOSBICHUS OOJE3HU BCE TakK
K€ CEpbE3HO BIIMSIOT HA JKM3Hb MauueHTtoB ¢ MB u
uxX cemeil [2]. DTu mposBIEHUS BKIIOYAIOT B ceOs
(bu3mveckre CUMOTOMBI (HampuMep OOJIb, OJIBIIIKY,
c1aboCTh), AMOIMOHANBHBIN AWCTpecc (Hampumep
TPEBOXKHOCTb, JICTIPECCHIO), CHIDKEHUE (QyHKIUI
OpraHOB, COIHMANBHYIO U3OJSIIIUIO, OTpaHUYEHUE
poseBoro (yHKIMOHUPOBAHUS, OpeMs, CBA3aHHOE C

JIeYCHUEM, U SK3UCTEHIMANIbHBIN nuctpecc [2,3].

I[ManauaTuBHAST MOMOIIL — 3TO BCEOOBEMITIONIUI
MOJIXO/ K OKa3aHWIO TOMOIIM, HAIpPaBJICHHBIA Ha
oOyeryeHue CTpaaHuii v yITyqIIeHUE KaueCTBa JKU3HH
JIIOZICH C TSHKETBIMU 32a00JICBAaHUSIMHU U yXa)KHUBAFOIIIHX
32 HUMHU OJU3KHX C MOMEHTA IMOCTaHOBKH JHArHO3a
[4]. Ona sBHSeTCS KIMHUYECKOM CIelMaan3aiuei
JUIsL  TIpomIeqmux oOydeHue Bpaded (Hampumep,
CrelMaM3UpOBaHHAs  Na/UIMaTUBHAsT  TOMOIIb,
CIIII), a Takke MOXKET OKa3bIBAThCS TEMH, KTO
OKa3bIBaeT MEPBUYHYIO MOMOIIL, BKIIOYAsT KOMAaHY
MB**  (manpumep,

nanmnuaruBHas nomomns, [IIIT) [5]. HWaTerpauus

MOMOIIM  TIPU MepBUYHAS
MaJJIMaTUBHOM MOMOIIM C CUCTEMOW MOMOIIM TpPH
MB — penkoe sBIIEHHE, HECMOTPSI Ha TO YTO OHO

PEKOMCHAOBAHO IJIA JIIoJIeH ¢ 3a00JI€BaHUSIMU JIETKUX

[6].

CyIecTByIOT pa3IndHbIe BO3MOXKHBIC OOBSICHCHHS
STOM CHUTyallMd, OJHAKO COIJIACHO IEPBUYHBIM
TAHHBIM, TIPEIOCTABICHHBIM HaMm OoibHbIMH MB
U JIIOJIbMHU, KOTOPBIE OCYILECTBIISIOT yXOJ 32 HUMH,
a TakKe BpayaMy, Na/UVIMAaTUBHAS TOMOIb IpHU
MYKOBHUCITUJI03€ WMEET YHHUKaJbHbIE OCOOEHHOCTH
U OTIMYAETCS B CPaBHEHUU C JIPYTUMU BUIAMU
naToyiornu  (HampuMmep, TMOXKU3HEHHBIM Xapakrep
3a001eBaHus, POJIb POAUTENCH/ONEKYHOB B YXOJIE
U TOPUHATUU PELICHUA O JICYCHHH, COLMaIbHas

M3OJISIUS JUTS 3aITUThI OT HHGpeKknwii) [7-10].

OcCHOBOIIOJIArafO MM 9TAIoM CO3IaHUs
PEKOMEHIAIMK 1O NaUIMaTUBHOW TIOMOIIM TpH
MYKOBHCIIHJI03¢ ObllIa pa3pabdoTKa COTIACOBAHHOTO
OmpeneNeHus 3TOro  TEpPMHUHA TMPU  Y4YacTUU
KJIFOUEBBIX 3aMHTEPECOBAHHBIX CTOPOH, B TOM YHCIIE
moner ¢ MB, nun, yxaXuBarouux 3a HUMH, YWICHOB
KOMaHJpl moMoIu npu MB, Bpauell nammnatuBHOU
nmoMomu ®W  HcciaegoBarenei:  «llamnmmarmBHAS
oMo1IIb (DOKYCHUPYeTCsl Ha KOPPEKIUU (PU3HIECKUX U
SMOIMOHAJIBHBIX CUMIITOMOB, a TAKXKE Ha yIy4YllIEHUU
Ka4yecTBa )KU3HU JIrofel ¢ MB Ha BceM ee IpOTsKEeHNH.
[TannuaruBHAsE TOMOIIL JIOMOJHSET CTaHAAPTHYIO
TEparui0 U OKa3bIBAETCS MHAWBUIYATBLHO KaKIOMY
nmanueHty ¢ MB B 3aBucuMOCTH OT €ro ueneu,
HaJIeK 1 U 1ieHHocTei» [11]. B ¢Bsi3u ¢ aTuM 3a1adeit
HACTOAIIUX  PEKOMEHALMI

SABIIACTCA IIOMOIIb

BpauaM, 3aHHMAIOLIUMCSl JIEYEHHEM JIIOAEH C
MB, B noucke u peanuzanuu MPAKTUYECKUX MED,
KOTOpbIE MO3BOJIAT YCTPAHUTh UCTOYHHUKH JUCTpecca

ManMCHTOB U YXaXXUBAIOMIUX 34 HUMU JIMLI.

prweuauuepe()akmopa U HAYYHDBIX KOHCYTbMAHMO8 nepeeooa:

** 3nech U fnasiee aBTOPHI Ty OIHMKAINK HCIONB3YIOT yeTosBineecs B Meauiuae CIIIA monstue «cystic fibrosis care teamy, «xomanga nomountu npu MB». Peus uner o
MYJIBTHANCHHUIUTHHAPHON KOMaH e MEANINHCKHX CIICIUAINCTOB M BCIIOMOTaTeILHOTO IIepCcOHaa, paboTaloIiX B [IeHTpe MyKoBucuao3a. [To onpenenenmo donna
mykoBucuugosa CIIIA, komana momon npu MB 1o/mkHa cOCTOATE U3 00s13aTeNBHBIX WICHOB: MEACECTPa, JHETONOT, Bpad, COLHAIbHEIN PaOOTHUK, ITyIEMOHOJIOT,
KOOPAMHATOP IIPOrpaMMBI IOMOIIH Ip MB, a Takke JONOIHHUTENBHO PEKOMEHIYEeMbBIX WICHOB: (pU3HOTEepareBTa, IICHXOJIOra, KOOPIMHATOPA HCCIIEIOBAHHN,

(dapmanesra ( https://www.cff.org/Care/Your-CF-Care-Teany/).

Ompenenenne EBporneiickoro crangapra «MeXAUCIHUIUTMHAPHON KOMaHAbI oMoy 1pu MBy» naercs B cienyromem noxymente: Conway S. et al. European Cystic
Fibrosis Society Standards of Care: Framework for the Cystic Fibrosis Centre. J Cyst Fibros. 2014 May;13 Suppl 1:S3-22. doi: 10.1016/j.jcf.2014.03.009.
K Hacrosimemy BpemeHu koMaH/sl nomoiu rnpu MB B Poccun He MMEIOT HOPMaTUBHO-IIPABOBOM OCHOBBI.



MeToabl

®onn  wmykoBucummoza CIHIA (Cystic  Fibrosis
Foundation, CFF) opranusoBanm komuter u3 22
Y4aCTHUKOB IOJI PYKOBOACTBOM JOKTOpOB JlemnoH
(Dellon) u KaBanmeparoca (Kavalieratos). B komuteT
BOIIUTM B3pocible JoAu ¢ MB, poautenu wunu
OTEKYHBI, BpayH, UCCIIEOBATEIN U PYKOBOIAUTENH,
WMEIOIINE ONBIT, CBSI3aHHBIA C MNAJUIMATUBHOMN
MOMOIIBIO /WM JICYEHHEM MYKOBHUCIUA03a (/anee
— «xomuteT»). Komurer O6bu1 co3Ban B uione 2018
roga W pasieneH Ha Tpu paboume rpynmsl (1)
()

HaBBIKU U o6yquHe OKa3aHMIO ITaJUTMATHBHOM

MOJACIM OKa3aHus MNaJJIMaTUBHOM IIOMOIIIH,

oMoy U (3) CKpUHUHT M OIICHKAa MOTPEOHOCTH B
najnvaTuBHON momoniu. Kaxgas pabodast rpynmna B
COTPYIHUYECTBE MOArOTOBUIIA 12 OpUEHTUPOBOYHBIX
MOJIOKEHUI HA OCHOBAaHUU CYIIECTBYIOIIMX HOPM U
pexoMeHAanuii s Apyrux 3adosneBanuii [6,12-14]
B IesX pa3pabotku ompocHuka B dopmare PICO
(Population, Intervention, Comparator, Outcome,
«Tommynsmus, Jleuenue, CpaBHeHue, Pesynbrary) u
MOCJIEAYIONIETO KOMITJIEKCHOTO 0030pa JMTeparyphbl
(nepBonavanbHble Borpocsl PICO mpezncrasiieHbl B
JlonomHUTENFHOM NIPUIOKEHUU A l).

bubnmuorpad, paboratonuii B cdepe

3I0pOBBE, HA OCHOBaHUU onpocHUKoB PICO kaxmoi

HayK o

paboueii rpynmbl c(hOPMUPOBAT CTPATETHUIO MOUCKA
no 6aszam manuelx MEDLINE, EMBASE, CINAHL
n 6aze CENTRAL KoxkpeitHOBcko# OHOMHOTEKH
(JomonuurensHoe mnpunoxkenue Al). B pamkax
TOMCKA OMpPENEeTsIN CTaThl Ha AHTIIMICKOM SI3BIKE,
OITyOJTMKOBAaHHBIE C MOMEHTA CO3aHUsI 0a3bl JAaHHBIX
no 1 mapra 2018 roga. PaGouas rpynmna no CKpuHUHTY
1 OIICHKE YCOBEPIIICHCTBOBAJIA ATOT HCXOAHBIA MTOUCK
IIpU TIOMOIIM HEJIaBHETO CHUCTEMAaTHYEeCKOro 0030pa
WHCTPYMEHTOB OILICHKH MaUIMaTUBHOM romontu [15],
a TaKKe PEKOMEHJAIMK CYObEKTOB M JKCIEPTOB,
BXOJMBIIMX B COCTaB KOMHUTETa (METOAOIOTHUs
npejacTanieHa B JlOMOMHUTETbHOM MpUIoKeHur Al).
Kaxxnmast ccpuika OTHENBbHO paccMaTpuBajiach JByMS
YJIeHaMH KOMUTETA, ¥ MPU HEOOXOAMMOCTHU PEIICHUE
MpPUHUMANl OJWH W3 PYKOBOJMUTENEH KOMMTETA.
Jlia orbopa crareil MCIOJIB30BaJIU IPOrPaMMHOE
obecnieuenue DistillerSR (Evidence Partners, OtraBa,
Kananma), a B 6a3e nannpix REDCap chopmupoanu
aJIalTUPOBAaHHBIC, CTPYKTYPUPOBAHHBIC (OPMBI IS
W3BJICYCHUS JIAHHBIX U3 cTaTel [16].
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Komurer nposesn ounoe 3acenanue B siuBape 2019 rona
JUIsL OKOHYATEIbHOIO OIPENEICHNUs PEKOMEHIALNH,
YCTAaHOBUB  MHUHHUMAJbHBIM  alpHOPHBIN
ypoBHe  80%

Kaxnas pabowas rpymma mpencraBuia

nopor

NPUHATUS ~ HA Ul KaXJ0ro
Te3uca.
nepepaboTaHHbIE PEKOMEHJALMM, B TOM YHCIE
KJIIOUEBbIE JI0KA3aTENbCTBA U 3aKIIIOUEHNE DKCIIEPTOB
B 00OCHOBaHME IPEUIOKEHHBIX  IOJOXKEHUI.
UsieHbl KOMUTETA, HE NPUCYTCTBOBABILIME JUYHO HA

3aCCaHnU, IPOroJIoCOBAJIHA 110 BHCKTpOHHOﬁ IIo4TeC.

Hekoropble  mosio)keHUs  BHOCJEACTBUM  OBLIN
o0beMHEHbl WU MepedpasupoBaHbl, BCE YIIEHBI
KOMHUTETa  pacCMOTpeld 3TU  HU3MEHEHHA 110
JJIEKTPOHHOM IOYTE M 3aHOBO IIPOTrOJIOCOBAIM C

yuderoM nopora npusatus 80%.

B aBrycre 2019 roma 4epHOBUK JaHHOW CTaThbu
ObLT OmyONMKOBaH JUIsI OOCYXIIEHUS B OTKPBITOM
noctyne Ha ne Hegenu. C MOMOIIBIO OHJIAH-
ompoca ObuUH CcOOpaHBI KOMMEHTApHH, KOTOPHIC
KOMUTET TPHUHSUI BO BHUMAHHE TPU IMEPECMOTPE
CTaThbU COIVIACHO YCTaHOBJIEHHOMY Topsnky. Ilo
YCMOTPEHHUIO KOMUTETa ObUIM J00aBJIEHBI CCHUIKU
Ha UCTOYHUKH, OMyOIIMKOBAHHBIE TIOCIIE 3aBEPIICHHUS
MePBOHAYAIILHOTO TIOMCKA JINTEPATYPHI.

PesynbraThl

[To pe3ynbraraM noucka Mbl Hoyuusiv 8465 CChUIOK.
[locne ynaneHus MOBTOPOB KOMHTET IMPOCMOTPEN
8298 cceutok; w3 HEX 340 ObUIM BBIOpaHBI IS
MOJTHOTEKCTOBOro  aHanmmza  (JlomomHuTensHOE
npuioxkenue Al), u B umtore 116 crareit Obuu
ompeneneHbl Kak IOTEHIMAJbHO PEJIEBAHTHbBIC
st coctaBieHus: omnpocHuka PICO. B wurore
KOMHUTET coctaBmi 11 pexkomenmanmii (Tabiuia
1), crpynnupoBaHHBIX 0 Tpem Kareropusm: (1)
nepBuyHas mnaumartuBHas momorp (IIIIT), (2)
CrelMaM3upOBaHHAs  MaJUIMaTHBHAS  TTOMOIIb
(CIII) m (3) CKpUHHHT M OLIEHKAa MOTPEOHOCTH
B MaJUIMAaTUBHOM moMomu. Bce mpeniokeHHbIe
PEKOMEHJAIMK TIPU TOJOCOBAHMM TPOILLIH TOPOT

npussTUs 80%.



TABJIMUA 1. PEKOMEHOAL W

Tonosicenusn pexomendayui

Texcm pexomenoayuu

Ilpoyenm no-
JIOJICUMETNLHBIX
20/10C08 UNeH08

KomMumema

Topso-
Tema KO8blll
Homep
[epBuunas manmmm- 1
aTHBHAs TIOMOIIb
(TIIIIT)
2
3
4
5
KoncynsrupoBanue Ha 6
YPOBHE CHeLaTH31-
pOBaHHOH MaJIMATUB-
Hou nomornu (CITIT)
7
8
CKpUHUHT U OLIEHKa 9
MoTpeOHOCTH B Tall-
JIMATUBHOM MOMOIIN
10
11

®ong MB pexomenayetr koMaHaaM nomoiuu npu MB oka3biBaTh epBUYHYIO
NaJUIMaTUBHYIO MOMOIb B paMKax cTaHjapTHoro jedeHuss MB c momenrta
IIOCTAaHOBKHM JMarHo3a W B JajJbHEHIIEM 110 Mepe IPOrpecCHpOBaHMs
3a0051eBaHMS.

®onn MB pexomeHayeT wieHaM KoMmaHIbsl nomomu npu MB mpoxoauts
oOy4yeHHe MEepBUYHOM MANIMaTHBHOM TOMOIIM B COOTBETCTBHHM C WX
CIELUAIbHOCTBIO U IPUMEHSTh [OJIyYEHHBIE HABBIKU B CBOEH paloTe.

®ong MB pekoMeHayeT KOMaHAaM MoMOIIM npu MB u MynpTHAMCHMILIN-
HapHOM  KOMaHJle¢ TPAHCIUIAHTOJOTOB TMpHUBIEKAaTh MauueHToB ¢ MB u
YXaKMBAIOIIMX 32 HUMH JIAI] K 3a0J1ar0OBPeMEHHOMY TUIAaHUPOBAHUIO TIOMOIIN
Ha MPOTSHKCHUU JKU3HU OOJIBHOTO U OOCYXKICHHUIO IIeIel JIeUeHHUs, KOTOpbIe
JIOJDKHBI  COOTBETCTBOBATh €ro LEHHOCTSIM, INPEIIOYTECHUSM WU OCHOBHBIM
npobiaeMaM.

®onn MB pekomeHnayeT komaHJe moMouy npu MB #, B COOTBETCTBYIOLIMX
CITyJasx, MyTbTHANCIUIIINHAPHON KOMaH e TPAHCILIAaHTONIOTOB 00eCTIeYnBaTh
COBMECTHBII MOAXOA K OKa3aHUIO KOMIUIEKCHOH, CBOEBPEMEHHOH H
COCTpaJaTeIbHOH IOMOIIM B KOHIE KHU3HHM, B TOM 4HCJI€ B XOCIHCaX,
HCIOJIb30BaTh CIIELUANIbHBIE MEJULIMHCKUE 3HAHUS M OKa3bIBaTh MOAJEPKKY
HalMeHTaM 10 KOHIIA MX KHM3HHU.

®ong MB pexomenayer komanaam nomoiuu npu MB BeIBIATE U pa3pearsb
mpoOIeMBl JIMI MO YXOAy, a Takxke oOecrednBaTh UM MOMJICPKKY H
NPENOCTABIATh PECYpPChl, BHELIHME 110 OTHOLICHMIO K KOMaHJE, KOorjaa 3TO
HEOoO0XOIUMO, ¢ MOMEHTA IIOCTAHOBKU IMAarHosa U 10 IepHoJa TOpeBaHUs
BKJIFOUMTENIBHO.

®onn MB pexkomenayer komanaaM nomoiu npu MB u, B COOTBETCTBYIOIIMX
CITyJasix, MyTbTHANCIUIIINHAPHOH KOMaH/Ie TPaHCIIIIAHTOJIOTOB 00pamarses K
Bpauam CIIIT u mpouum creruanucTam JUis perieH s BOIPOCOB MalIuaTUuBHOMN
IIOMOILY, BBIXOAAIIMX 33 pAMKH HX KOMIETEHLUM, Ul YIPOLICHUs
B3aMMOJIEUCTBHS MEXKY KOMaHIAMU U BHYTPH HUX.

®onx MB pexkomMeH1yeT KOHCYJIBTHPOBAaHHE Ha YPOBHE CIIELUAIN3UPOBAHHON
nanmnuariuBHoit oMo (CIIIT) B cinyvasx, Korjga MaiyeHT paccMaTpuBacT
BOIIPOC TPAHCIUIAHTAIMH WJIM OTKa3bIBAETCS OT HEe.

®oun MB pexomenmyer komaHmam momomm npu  MB  mpuBnekarts
K cBoeil paboTe CHeNUalIuCTOB Ma/UIMATUBHOW moMouM s Oolee
TyOOKOTO O3HAKOMJICHHS CIEIMAJIKMCTOB C MPAKTUKON momomn npu MB u
WH/IMBUAYAJILHBIMH TOTPEOHOCTSIMH MAIIUEHTOB.

JU1st manueHToB ¢ MykoBUcIKA030M cTapiie 12 et @oug MB pexkomeHnyeT
ucrons3oBanue mkaiasl [POS exerogHo m Ha KIIIOUEBBIX dTamax Pa3BUTHS
Oone3HM (HampuMep M3MEHEHHE TSDKECTU 3a0oleBaHMs, yXyALICHHE
(yHKITMOHAIBHOTO COCTOSHHMS) B IENAX CKPHHHUHTA M KIMHUYECKON OIECHKH
CYIIECTBYIOMIUX NOTPEOHOCTEH B MaIMAaTUBHOMN [IOMOIIY.

Hns nmeteit ¢ mykoBucimmozom wmianme 12 mer dong MB pexomenmyer
ucriosibzoBanue mkansl [POS mpum Oecemax ¢ JeThbMH M JIMIAMH,
OCYIIECTBIIIOUIMMHU yXOJl, €KErofHO M Ha KIIOYEBBIX JTarax pa3BUTHA
Oone3HHM (HampuMep M3MEHEHHE TSDKeCTH —3a0oNeBaHMs, yXyALICHHE
(YHKIMOHABHOTO COCTOSIHHSI) B IEJSAX ONpPEHeNeHHs CYIIECTBYIOMINX
NOTpeOHOCTEH B NANTMATUBHON TOMOIIIN.

Jns nun, yxaxuparomux 3a OonbHeIMH MB Bcex BospacroB, @onx MB
peKOMEeHAyeT MpeiaraT CKPHHHUHT 110 KpaliHeH Mepe OJHOMY W3 OCHOBHBIX
JIUIL, OCYLIECTBISIFOIIMX YXO/ 32 OOJIBHBIMH, €KEr0/JHO U Ha KIIFOYEBBIX ATarax
pa3BuTHs 00JIe3HU (HAITPUMED, U3MEHEHHUE TSHKECTH 3a00JICBaHUS, YXY/IIIICHUE
(DYHKIIMOHAJIILHOTO COCTOSIHUS), TPEOYIOUIMX ITOBTOPHOTO CKPUHHUHTA, C
HCIonb30BaHneM mkaiasl BASC.
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¢ O[IMH U3 YWICHOB KOMHUTETA BO3IECPIKAJICS OT TOJIOCOBAHUSL.

BASC — Brief Assessment Scale for Caregivers, KpaTkas IIKaJa OIIEHKH JJIs JII, OCYIIECTBISIONMX YX0a 3a O0nbHbIMU; MB — MykoBucuunos; [IPOS—
Integrated Palliative Care Outcome Scale, euHast MIKana OIEHKH Pe3ylIbTaToB NaamuaTuBHOi nomory; [T — nepeuuHas nanauarusHas nmomorus; CIIIT —
CTICIUATH3UPOBAHHAS TATTHATHBHAS TOMOIIIb.



MonoxeHuss pekomeHAauyuli
MNepBuyHaa nannuaTMBHaA NOMOLWb

Pexomenoayuss 1:  Dono MB  pexomendyem
Komanoam nomowu npu MB okasvieams nepeuunyio
NALIUAMUBHYIO NOMOWb 8 PAMKAX CMAHOAPMHO20
nevenuss MB ¢ momenma nocmanosxku ouacno3a
U 6 OanvHeluleM Nno Mepe NpocpecCcuposanuisl
3abonesanusl. Ooieruenue CTpajlaHuil u
OKa3aHHWE TIOMOIIM B COOTBETCTBHH C LEISIMHU
MAIUeHTa SIBJISIOTCS I[IEHTPAJIBHBIMU 3JIEMEHTAMHU
obecrieueHus BBICOKOKau€CTBEHHOM MTOMOIIIH
JIONSAM C TaKUMHU TSKENbIMU 3a00JIEBaHUSIMU Kak
MB [5,6]. TpaguuuoHHO NaJJIMATUBHAS MOMOIIb
OIMOOYHO BOCHpPUHUMANACh KaK BBIOOp MEXIY
MOJICPKUBAIOIIMM JKU3HD JICUCHUEM W JICUCHHUEM,
chokycupoBanapiM Ha komdopre [17]. Onnako

o pe3yjibraram HCCIICAOBAHUA  JOJIOCpOYHaAA

MaJuIMaTUBHAs ~ IOMOINL  HAYMHAEeT  OKa3bIBaTh
MMOJIOKUTEJILHOE BIIMSAHME Ha IMAllMEHTOB M HX
CeMbH 3aJ0JIT0 JIO KOHIAa >XU3HU OompHOTO [18].
Boitee Toro, ecnu oka3zaHue MaJUIMATUBHOIN ITOMOIIM
OTKJIA/bIBACTCS. JI0 HACTYIUICHHS] OIPEICICHHOIO
COOBITHSA, HANMPUMEpP CEPhE3HOTO  YXYIIICHUS
COCTOSTHHS O0JIBHOTO, 3TO TOJIBKO MOIKPETUIAET U0
0 MAJUIMATUBHOW MOMOIIM KaK O KpallHEM CpEeICTBE
Mpu HEONIAronmpusITHBIX MPOTHO3aX. BmecTo 3TOro
MaJUIMaTUBHAs IIOMOIIb JOJDKHA OKa3bhIBaThCS Ha
BCEM MPOTSHKEHUU O0JIe3HU, U 00BEM 3TOM MOMOIITH
JIOJDKEH COOTBETCTBOBATh HYXKJIaM TMalueHTta (puc.
1). YuutbiBasg TECHYIO CBS3b MEXAy KOMAaHJIOM
oMoty npu MB, nanueHTaMu 1 X CEMbSIMU, YJIEHbI
KOMaHJ nomomu npu  MB ugeanbHO mogxomsit
IS

YAOBJICTBOPCHUA

IIOCTOAHHOI'O TCPBHUYHOIO KOHTPOJIA u

0a30BBIX  MOTpeOHOCTEN B
NAJJTMATUBHOH  ToOMomM  (TO  eCTh
[I117),

CIECIUANIMCTLI 10 TMaJJHMaTUBHOM TITOMOIIH MOTYT

MIEPBUYHOMN

[aJUIMaTUBHOW  IIOMOIIIH, TOrjJa  Kak
NPEUIOKUTh SKCIEPTHOE YIPABJIEHUE CIIOKHBIM
WIM TPYAHO Pa3pelIMMbIM JUCTPECCOM, BBIXOISALIEE
32 paMKM KOMIIETEHIMH KOMaHJAbl IIOMOILM IIPH
MYKOBUCLHU03€ (TO €CTh CHEHUAIU3UPOBAHHYIO
nauatuBHyo nomoius, CIIII). Ilo cytu, mHOrue
3a[laud, BBINOJHSAEMbIE KOMaHIAMHM ITOMOLIM IIPH
MB Bo BpeMst AMarHOCTUKH, TaKue Kak 00CyKIeHHUE
CUMITOMOB M  OXHMJIAHUH, MOTIYT CUHUTaTbCS
MEPBUYHON MNaJUIMAaTUBHOW IMOMOIIBIO, JaXKe €CIHU

HC HA3bIBAKOTCA TaK IIPU O6HI€HI/II/I C IIalmME€HTaMu

7

U UX CEMbsSMHU. DTa PEKOMEHAAIMS TMOJYEPKUBAET
3HaunumocTh [II1I1 B kauecTBe cTaHIAPTHOMN MTOMOIIIN
npu MB u yka3blBaeT Ha BO3MOXHOCTb KOMaHJaM
nomoiy mpu MB ucnons30BaTh 3TH 3JIEMEHTHI Ha
mo0oit craguu 3aboneanus [19-21]. B wumeane
naJuTMaTUBHAs TTOMOIIb, KaK U CTaHJIapTHAas MTOMOIIb
MIPU MYKOBHCIIMJI03€, [TO/IPAa3yMEBAET COIIACOBAHHOE
B3aUMOJICHCTBUE CIUIOYEHHON MEXIUCHHUIUTMHAPHOMN
KOMAaH]Ibl B MHTEpECax MaIueHTa.

Pexomenoayus 2: @ono MB pexomendyem unenam
Komano nomowu npu MB npoxooums ooyuenue ITIT1
no ceoell CneyuatbHOCMuy U NPUMEHSAMb NOJLYYeHHble
Unenst

HagulKu 6 ceoell  pabome.

oMoy pu MB moaaepkuBaroT HEOOXOIUMOCTH

KOMAaH/bI

TeMaTH4eCcKoro o0y4yeHus epBUYHON NaJIJTMaTHBHON
nomoiu [8,10,22,23]. Peub umer o creayroomux
HaBblkax [IIII1: oGneryenwe 60MM M OCHOBHBIX
CUMIITOMOB, a TaKke 00CYXXJIeHUE 3a/ad MOMOIIH,
IIPOTHO3a M TepaneBTHUECKUX peuieHuit [5,9,23].
[Ipumepsl TOro, HACKOJNBKO Pa3JIMYHbBI IOAXOABI
YJIEHOB KOMaH bl ToMomu rnmpu MB k moTpebHoCTSIM
MAalMeHTOB B paMKax MNaUIMaTUBHOM IOMOILH,
npuBeeHbI B Tabnwuie 2 [24]. Linnemann ¢ kouteraMmu
pa3zpaboTanu mporpaMMmy MajuIMaTUBHOW IOMOIIH,
cneruduaHoi 1151 MB, 11st BOSMOXKHOM peanu3anuu
B IIEHTpax IMOMOIIM OOJIbHBIM MYKOBUCIIHI030M
[22], a MHCTPYMEHTHI U PEKOMEHJAIMN HACTOSILErO
KOMHUTETa 1O MX MPUMEHEHHUIO NPEJICTABICHbI B
oubmmoreke pecypcoB @onaa mykosuciuaosa CIIIA.

TwarenpHO  mpopaOoTaHHas U IPOBEPEHHAs

nporpaMMa OOy4eHHS METoJaM  IaJTHaTUBHOU
HIOMOIIY, ITYCTh U HE OTHOCALIAsICA KOHKPEeTHO K MB,
peanu3yeTcs Ha pa3IMYHbIX KOHPEPEHLIUAX U TPOUUX
oOyuaronux Mmepornpustusax (tabmuma 3). Kpome
TOrO, MECTHbIC CHELMAIMCThl IO MaJUIMATUBHOM
IIOMOIIIM MOTYT caMu o0Oy4aTb U MoMorarb B pabote

CBOMM KOMaH1aM nomoinu npu MB [25].



8
B NEPBWYHAA NANNWNATUBHAA NOMOLLb CNELMANN3NPOBAHHAA MANIINATUBHAA NOMOLLb =

Haunnaerca ¢ MoMEHTA MOCTAHOBKH [HarHo3a M npogon- Moster GbiTb OHasaHa B CROMHbIX Cnyyasx, Korpa Metofibl
POrPECCHPOBA i i

HaeTcA Ha BCEM MPOTAMEHHH Gonesnn. Ee MOTYT OKa3bl- “ HME3450/]£B NEPBHYHOH NManNHAaTHBHOH NOMOLLH He pﬂﬁOTﬂIOT, €CJIH

4,

Batb ftobble MeppaloTHHKK (K NPHMEP, uneHbl oy ey //”,9 noTpeGHOCTH NauMeHTa BbIXOAAT 33 paMKH
Komangbl nomown npa MB). B Hee ELUAATH3H 4 Oky KoMMeTeHLHH Komangbl nomowk npH MB
CTIEL POBAHHAH n 36494[
BOB/IEYEHbI MALMEHTbI, MHIA, Ay, Yy, HIH CBA3AHbI C OMPEjeneHHbIMK
LZT S
OCYI(ECTBAAIOLKE YXO, 3194, %, aTanamu 3abonesanua ¢ MoBbl-

WEHHBIMH NIOTpeGHOCTAMH B
MOMOLLIH.

CeMbA M COTPYAHHKH
Me[HILHHCKHX
YU pER[eHHH.

YTPATA

[INATHO3

TloMoub nauMenTam/nHiam, OcyuleCTBAAIOUMM yX0fl, CNPaBAATLCA C NpoGAeMaMH H ¢ ropem
00cygatb NPOTHO3 H BO3MOMHbIE MONIOMKHTENbHbIE ACMEKTbI

03HaKOMHTb G KOHUeNUHeH eAeH NeueHMs W NORXO[0B K MPHHATHIO pellleHHi

JlocTHYb OTKpbITOTO [iHANOra o CHMATOMAX

Puc. 1. Coueranuve nepBUYHON M CHEUUATM3UPOBAHHOM NAJVIMATUBHOM TMOMOULIM ISl YIOBJIETBOPEHMS
MaJUTMATUBHBIX TIOTPEOHOCTEH HA MPOTSHKEHUH BCero nepuona 3adoneBanus MB. [lamuarnBHYIO TTOMOIIB
OKa3bIBAIOT BO BpeMsi OOJIE3HM HEMPEPHIBHO C MOMEHTA MTOCTAHOBKU JIMAarHO3a BIUIOTH JI0 CMEPTH MAIUCHTA,
BKJIIOYAsl TEPHOA TSKENIoM yTpaThl U ropeBanus. O0beM NasTuaTUBHON MOMOIIHU JOJKEH COOTBETCTBOBATh
HOTpe6HOCT$IM IMIalMueHTa U €ro CEMbU U BKJIKOYACT B ce651, B TOM YHCJIC. OLICHKY W BCIACHUC (bHSH‘IeCKI/IX u
TICUXOJIOTUYECKUX CUMITOMOB, OOJIErY€HUE IK3UCTEHIIUAIBHBIX U JIyXOBHBIX CTpaJaHHM, MPEI0CTABICHHE
nH(poOpMalMu O MPOTHO3aX TeueHusi OOJIe3HH W BapuaHTaxX JICYCHHs, Pa3bsICHEHHUE IleJield MOMOIIU U
3a0;1aroBpeMEHHOE IITAHUPOBAHUE TIOMOIIIH, a TAKIKE TOJICPIKKY IPHU OIICHKE BO3MOKHOCTH TPAHCIIAaHTAIHH
U TIOCIIe ee MpoBeneHus. B uaeane mammuaTuBHasi MOMOIIL — 3TO KOMaHAHAsT paboTa, MPU KOTOPOU UIICHBI
KOMaH/II ToMoIH mpu MB oGecnieunBaroT HenmpepbIBHBIN EPBUYHBINA KOHTPOJIb U MOAIEPKKY NaJTTHATUBHBIX
MOTpeOHOCTEH («IIepBUYHAS MMAJUTHATUBHAS IIOMOIIBY ), & CIICIIHATUCTHI MAJUTHATUBHON MEIUIIMHEI TOMOTAOT
KOMaH/e nomoiu npu MB B NpUHSATHM 3KCHNEPTHBIX PELIEHUN B CIOXKHBIX CIydyasX WKW MPHU CEPhE3HBIX
npobnemax. [lorpe6GHOCTh B Ma/NIMaTUBHON MTOMOIIIM N300pakeHa B BUJIE HEPOBHOM O€JIOM MOJIO0CHI IO IEHTPY
pucyHka. IllupuHa 1 HEMPO3pavYHOCTH MOJOCH YKA3bIBAIOT HAa W3MEHEHHE WHTEHCHBHOCTH MOTPEOHOCTEN.
BaxxHO OTMETUTB, UTO 3TO TOIBKO MPUOIH3UTENBHOE N300pakeHNEe MaJUIMAaTUBHBIX MOTPEOHOCTEN, KOTOpPhIE
OyayT BapbHpOBaThbCA B 3aBUCHUMOCTH OT HalMeHTa/ceMbH. Takum oOpa3oM, Komanjabl nomomu npu MB
AOJDKHBI IMMOCTOAHHO KOHTPOJIUPOBATH COCTOSAHUC MALITUCHTOB U aAallITUPOBATH MAJUIMATUBHYIO ITOMOIIb K UX
MOTPEOHOCTSM B Ka)KJIOM KOHKPETHOM citydae. bonee Toro, Ha 3ToM pHCyHKE HEe U300pakeHbI ONpe/IeIeHHbIE
JTarnbl, TAKUE KaK TPAHCIIJIAaHTAIMsl, KOTOPbIE TAK)Ke MOTYT MOBJIUATH HA NAJJIUATUBHbBIE TOTPEOHOCTH.



TABNMLA 2. CPABHEHME MEPBNYHOW 1 CMELMANTM3NPOBAHHOW MANNTMATBHOMN
nomMmowmn nALUMEHTAM C MYKOBMCUMOO30M N NX CEMbAM

Obnacmo
nanuamus- IIIII. IIpobremvl naituamusHol NOMOWU 6 CIIII. [lpuuunsl 015 0dpauyeHus K Cneyuarucmam
Hotl KoMnemeHyuu KOMaHo no yxooy npu MB RANTUAMUBHOU MEeOUYUHb]
nomowu
Koppeknuss 0O [lepBudHbIe MEphI 11O 00JIETYSHUIO OOIH U 0 [Tomorarp B BeIecHUU (PU3UUECKUX CHMIITOMOB, B
CUMITOMOB  JIPYTHX (PH3UYECKUX CUMIITOMOB OTHOIIIEHUH KOTOPBIX HE padoTaroT moaxoasl [TTTI1
0 IlepBryHast MOMOIIb TIPU TPEBOKHOCTH, 0 [ToMorarb B BEICHUH IICUXOJOTHUECKUX CUMIITOMOB,
JeNpEeCCUn B OTHOILICHUHU KOTOPBIX He padoTaroT moaxoast IIIT
0 O6servarh 9K3UCTEHIIMAIBLHBIC U TyXOBHBIC
CTpaIaHusI
O6menne 1 0O Mupopmuposars o Tom, yto MB 0 OOCyk)1aTh BO3MOXKHBIE pEaHUMAIMOHHBIE
3a0aroBpe-  SBISIETCS XPOHUYESCKUM MPOTPECCUPYIOIIAM MEPOTPUATHS *, 3a0]1arOBPEMEHHBIC YKa3aHHUsI B
MEHHOE II1a- 3a00JeBaHUEM cilydae HeJOTIOHMMaHHUs BAPUAHTOB U IPOTHO30B
HHUPOBAHUE o Ofcys)marTh MPOrHOCTHYESCKYTO O YCTpaHATh pa3HOINIACHS MEKAY MAIEHTaMH,
oMo HEOIPEIEIIEHHOCTD JIMIIAMH, OCYIIECTBIISIONIMMHI YXOJI, ¥ MEIUIIMHCKIMU
0 O6cyxaaTh HOBOCTH, CBsi3aHHBIE ¢ MB u YIPCKIACHUAMHU
MIPUBOJISIIHNE K TUCTPECCY 0 Pemath BOnpochl HECOBNAICHHUS TIeJICH 1
0O Bosiekarp mamueHnTa u Juil, BPaueOHBIX PEIIECHUH
OCYIICCTBIISIFOIINX YXO, B 00CYXKJICHHUE LIeIeh O YCTpaHATh OMACEHHUsI IO MOBOAY IPOTrPECCUPOBAHUS
JICUCHUS 3a00JICBaHMS W TIPEAMOYTCHUN B KOMMYHHUKAIHSIX
0 OnuceIBaTh BAPUAHTHI MOIEPKUBAIOIIECTO (HanpumMep, oOpalleHue B IEPBYIO O4epeth K
JKH3HD JIEUEHHS TIPH JIBIXATENBHOI CeMbE MM CAMOMY IMMallUEHTY, MPEAIOUYTHTEIbHBIN
HEJOCTATOYHOCTH 00beM nHpoOpMalLy 0 OOJNE3HN U PACCMOTPEHHE
MPEUMYIIECTB BEIOMPACMBIX BAPHAHTOB JICUCHHS
0 OnpeaensTh U0, IPUHUMAIOIISE PEIICHUS 3a
M0 CPABHEHUIO C HEYNOOCTBaAMH, KOTOPBIE C HUMHU
MaIreHTa
CBSI3aHBI)
0 [lomorath B 0pOpMIICHUN IOPHIUICCKH .
0 BeicTynath B Ka4ecTBe TPETheil CTOPOHBI IIPH
3a(hMKCUPOBAHHBIX, 00S3aTEIbHBIX K
N 00CYXJICHUU BOIIPOCOB TPAHCIUTAHTAIH
WCTIOJIHEHUIO TIPE/IBAPUTEIBHBIX YKa3aHUH
0 PaccmarpuBarh TOMOTHUTENBHBIC TOXKETAHUS B
0 OOy4aTh U OKa3bIBaTh IOMOIIL B BOIIPOCAX
OTHOIIIEHUH TTOMOIII B KOHIIC YKU3HH
TPaHCIUIAHTAIUH, BKIIIOYask MEIUIIUTHCKHIE
MTOKa3aHWsI, IPOIECCHI M PE3YIIBTAThI
[Monnepxxkka 0 Mcnonb3oBath moaaepKuBaromiee/ 0 ObecrieunBarh yJI0BJICTBOPEHHE MOTPEOHOCTEH,
JIMIL, OCY-  3MIATHYECKOE CIyIIaHne BBIXOJISIINX 332 PAMKHA KOMIICTCHITUH KOMaHIbI
WECTBIAO- [ [[poBOAUTH CKPHHUHT IIPOSIBICHNMI TpeBorn i TOMOIIIH ITpH MB, 0cobeHHO eciu CyIIeCTByeT
HHX YXOI  jenpeccHu Y JIMII, OCYIIECTBISFONINX YXOJI KOHQIIUKT
0 Onpe/ensiTs pecypesl s SMOLHOHAIBHOI 0 O6servarh 9K3UCTEHIMAIBHBIC U TyXOBHBIC
TOZIEPIKKH CTpaJIaHHs JIMII, OCYIIECTBISIOIIUX YXOJ1 32 OOJIbHBIMH
0 Hanpasisits pMHAHCOBBIE IOTPEGHOCTH 1 O BBISICHATB, 4TO HEOOXOIMMO U151 O0JIErYeHHsI TOPs
OIIPEICIISITh PECYPCHI W YTPAaThl, ¥ OKa3bIBaTh MIOMOIIIb B 00pAICHUN K
C000IIeCTBY
Koopmnaa- 0 Ocy1iecTBisTh KOMMYHUKAIHAIO C IPYTHMHA 0 OcymecTBIsATh KOMMYHHUKAITHIO C KOMaHION
LU MEPO-  COOTBETCTBYIOLIMMHM MOCTABIIUKAMH oMo npu MB u ApyruMu coOOTBETCTBYIOLIUMH
IPUATHA 10 e pmpHCKIX yemyr MOCTABIUKAMH MEIUIIMHCKUX yCIyT
yXxony 0 O3HaKOMJIEHHE W MHCIIEKTUPOBAHME XOCIHCa U

o IIpuBnexars pecypchl coobLIeCTBa

MECTHBIX PECYPCOB AJUIMATUBHOM ITOMOIIN; IPOBEPKa
COOTBETCTBUSA KPUTEPHUAM XOCIIHCA

AnantupoBaHo ¢ paspemennst KaBanueparoca (Kavalieratos) u np. [18]

Ipumeuanue pedaxmopa u HayuHBIX KOHCYILMAHMOE NEPEEOOA:
* Aemopel cmamuit UCNOTL3YI0M 30€Ch noHsmue «code Statusy, omcymemesyioujee 6 HOpMaMUGHOU-NPABoBoLl baze pocculicKoll cucmemvl 30pagooxpanenus. Pedn

HUIACT O pCaHMMAMOHHBIX MEPOIIPUATHAX, TPUMEHEHUE KOTOPBIX Bpa4d 060y>1<j:[aeT C MaIrEHTOM 3a6nar03peMeHHo (HanpnMep, METO/IbI

CepJIeuHO-JICTOYHOM

peaHuMaluy, POJOIKUTEIBHOCTh PEAHUMALIMH, BO3MOXKHOCTh OTKa3a OT PEaHMMALMOHHBIX MEPOIPHUATHH 10 JKEJIaHUI0 MALMEHTa ¥ HEKOTOPBIE APyrue JeTanu
nefictBuil B skcTpeHHoi curyanun). Code status — 370 oUIHAIEHO JOKYMEHTHPOBAHHBI cratyc nanueHta B 6onbHuax CIIIA OTHOCHTENBHO €ro coracHs Ha
MIPUMEHEHUE CEP/IEUHO-TIETOYHON peaHUMAalIHH.
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TABJTMLIA 3. PECYPCbI MO OBYYEHWIO MATINTMATUBHOW MOMOLLM YNEHOB KOMAH[

noMoLwn rnPm MyKoOBnMCUmMaooO3E

Pecypc unu Llocmyn Konge- Buoeo [leuamnvie Kypcot
opeanuzayus peHyuu mamepu-
anvl
Exeronnast accambnes ~ www.aahpm.org v
XOCITUCOB H
HaJUIMATUBHOU IIOMOIIU
LlenTp nmpoaBUHYTOM WWW.capc.org/training v/ v/ v/
HaJUIMATUBHOM IIOMOIIU
Peructp namuenron portcf.cff.org v/
®oH/1a MYKOBHCIIUA032 IJTH PECYPCHI 3AIIUIICHBI TAPOJIEM.
[PortCF], paznen J1st monmy4deHus 1ocTyna K HUM
pecypcoB o0paTuTeCh K aIMUHUCTPATOPY
PortCF.
bubnuoreka pecypco  my.cff.org v/
®ona MyKOBHCIINA03a  Pecypchl 3aIuIIeHs! maposieM, Bce
CIIA YJICHBI KOMaH/I IOMOIIN UMEIOT
JOCTYTI K 3TOMY Topraiy. Jluma, He
YKa3aHHBIC B CITUCKE WICHOB KOMAH]T
TIOMOIIIH, JOJDKHBI 3aIPOCUTH TOCTYII.
Cetb «Xpabpbie https://courageousparentsnetwork.org/ v v
poauTeN)
OO0pazoBaTenbHbII www.bioethics.northwestern.edu/
MIPOCKT IO programs/epec
HaJUIMATUBHOU IIOMOIIU
Y yXO/y 3a NalliCHTaMH
B koH1ie xwu3nu (EPEC)
Koncopunym www.aacnnursing.org/ELNEC v
IO TTOATOTOBKE
MEIMIIMHCKUX CecTep K
yXO/1y 3a MaleHTaMH B
koH1e xxu3Hu (ELNEC)
WNuctutyT maHOBanmid B www.mjhspalliativeinstitute.org/ v v
MaJJTMaTUBHOW TIoMoIH  e-learning/
MJHS
HanmonaneHas www.nhpco.org/education v v/ v/
OpTaHu3aIHs XOCIHCOB
Y NMAJUTMATUBHOMN
TTOMOIIIH
[Ipoekt «O0meHue» www.theconversationproject.org v v
Opranuszanus 1o www.vitaltalk.org v v

00y4YeHHIO HaBBIKAM
KOMMYHUKAIHH
VitalTalk




Pexomenoayus 3: @ono MB pexomendyem komanoam
nomowu npu MB u MynemuoucyuniuHapHol KomMaHoe
MPAHCHAAHMONI02068 Npueiekamy nayuenmos ¢ MB u
VXAACUBAIOWUX 30 HUMU UY K 3a01a208PEMEHHOMY
NIAHUPOBAHUIO NOMOWU HA NPOMANCEHUU HCUSHU
00bHO20 U 00CYIHCOeHUIO Yeell TedeHus], KOmopole
OOJDICHBI  COOMBEMCMB08AMb €20  YEHHOCHIAM,
NpeonoYmeHuUsM U OCHOBHLIM NpobieMaMm. 3aqadu
MTOMOIIH OOJIBHBIM MOJPAa3yMEBAIOT YOBIETBOPEHUE
X TOTpeOHOCTEH M MPEANOYTECHUN OTHOCHUTEIBHO
BpaueOHOW TOMOIIM B
MalUeHTa, €ro HEeHHOCTEH, YOeKACHUN U KYJIbTYpbl
[14]. 3abmaroBpeMeHHOE IUIAHUPOBAHHE MOMOIIU
(advance care planning, ACP) BximtogaeTr B ceOs
00Cy)XJIeHHE ¥ 3alUCh MOXEJTAaHUH OTHOCUTEIHHO
Oyayuieit MeTUIUHCKON MOMOIIIH. 3a01aroBpeMeHHoe
IUIAHUPOBAHHE MOMOIIM —
HAuMHas C ONIPEIEICHUSI LI€TIEH JIEUEHN S U 3aKaHIMBast
CO3/IaHWEM HMHCTPYKIUI, TaKHX Kak IOpUAHYECKHE
JIOKYMEHTBI C OIIMCAHUEM IPEANOUTEHUI B JICUCHUU
WIH JHI, KOTOpble OyAyT NPUHUMATh pEIICHUS
3a manueHta. 3a0larOBpeMEHHOE IUIAaHUPOBAaHUE
MIOMOIIM peKoMeHAyeTcs oaiM ¢ MB u npyrumn
CEpbE3HBIMU [6,14,26,27]. Ilpu
MYKOBHUCIHJIO3€ M JPYTUX TKEIBIX 3a00JCBaHUAX
MAIUEHTHI
3a01aroBpeMEHHBIM IIJIAHUPOBAHUEM IIOMOILHU YyKe
Ha TO3JIHMX CTagusx 3aboneBanus [7,9,28-32],
OJTHAKO YEeM paHbIIIE€ YEJIOBEK MPUCTYMAET K TaKOMY
IUTAHUPOBAHMIO, TEM JIETYE IPOUCXOIUT OOIIEHUE
MeXy JIoapMu ¢ MB, nuiiamu, ocyIiecTBIsSIONUMI
yXO[,
IIPOLIE CTAHOBUTCS COINIACOBAHHUE LEJIEH JEUCHUS
n BpaueOHbIX pemennit [14,33]. Ilo nmaHHBIM
WCCIICIOBAaHUKA ~ MYKOBHCLMI03a,  NOTPEOHOCTH
MAIMEHTOB B 3a0JIarOBPEMEHHOM IJIAHUPOBAHUH MEP
10 YXO/1Y, a TAKXKe B UX 00CYKACHUU OCTAETCS BBICOKOI
[7,9,31,34]. Lenu neueHus u 3a01aroBpeMEHHOTO
TUTAHUPOBAHMSI TOMOIIH TAKKE TOJIKHBI YUUTHIBATHCS
Ha TMPOTSHKEHUM BCEX MEPONPUITHH, CBSI3aHHBIX
C TpaHCIUIAaHTallMeW, Ha4MHasi C PaCCMOTPEHHUS
HalpaBJeHUs Ha MpoUENypy U 1O OpraHu3aluu
MIOCTTPAHCIUIAHTALlMOHHOMN MIOCKOJIBKY
HEO0OXOUMOCTh ~ MPUHUMATH
peuieHus, a 1ueam Moryt MeHsThes [35,36]. OueHb
Ba)KHO, YTOOBI 11€JIU JICYEHHSI 00CYKIaTUCh KOMaHI0M
nomomn npu MB u  MyIbTHAMCHUIUIMHAPHOU
KOMaHJIOW TPaHCIUIAHTOJIOTOB, KOTOpPBIE COBMECTHO
COTPOBOXK/IAIOT TMAIMEHTOB, a TAKXKE OYEHb BAXKHO
IIPUBJIEKATh JIIoAeH ¢ MB u yuL, oCyIeCTBISIOMMX

KOHTCKCTC  COCTOSAHUA

OTO KOMIIJIEKC MCEp,

3a00JIeBaHUSIMU

qacCTo Ha4YMHAIoT 3aHUMAaTbCA

U MCIUOWMHCKHUMHU OpraHusaliusiMu, WU TEM

ITOMOIIIH,

BO3HHKACT HOBBIC
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yXoll, K OOCYXIEHHI0O JTUX TIenei. Pecypcsi,
KOTOpPBIE MOXXHO HCHOJb30BaTh NPU OOCYXKICHUH
BOMPOCOB  3a0JIaTOBPEMEHHOTO  TUIAHMPOBAHMS
ITOMOIIIH, JTOCTYITHBI B OnOIHoTeKe pecypcoB DoHa
MykoBucuugosa CHIA.

HoBble  BbICOKOA((EKTUBHBIE METOIBl  JIEYEHUS
C  TIpUMEHEHUEM
anekcakadtop/Tezakadrop/mBakadrop,
3HAYUTENBHO  YBEIHYUTH
90% nonymnsuu 6onbHBIX MB [37]. OnHako, 4ToOBI
«HAMIESITHCS HA JIy4IIee W TOTOBUTHCS K XyIIIEMY»,
BCE TaK »>K€ Ba)XXHO paHHee, YyIpexaawllee u
MHOTOKpaTHOE Henel  JIedeHus U
opraHu3amus 3a0JaroBpeMEHHOr0 TIUIAHUPOBAHUS
nomoru [38]. Bo-mepBbix, 0€3 AOATOCPOUYHBIX

UCCIIEIOBAaHUN B (bapMaKoII0rn4ecKkoro

MOJIYJISTOPOB,  TaKUX
o0enaroT

BBIDKMBA€MOCTb

Kak

OKOJIO

BBISIBJICHHUC

paMKax
Ha/J30pa HESACHO, COyIyTCs M B KOHEYHOM MHTOTE
IPOTHO3bI
BTOPBIX, HESCHO, KakoBBI OyayT ¢Qusuueckue u
NICUXOCOIMAJIbHBIE ~ TOCHEICTBUS  IOBBIILICHUS
BBDKMBAEMOCTH  JUISL  JIIOACH € MOpakKeHUEM
OpraHoB, HE TOBOPsI O OECIIOKOHCTBE, CBSI3aHHOM C
HEONPEAEICHHOCThIO POTHO30B Pa3BUTHS OOJIE3HH.
B-Tpetpux, naxke npu Tepanuy MOIYIATOPAMH, OIS
naiueHToB ¢ MB, kotopsie Bee erie OyyT HyKAaThCsl
B TPAHCIUIAHTAIIMH JIETKOTO B Omwkaimme 20 Jer,

[I0 TOBBIIICHUIO BbDKHBaecMocTH. Bo-

MOXeT gocturarh 6% [39].

Pexomenoayuss  4: @Dono MB  pexomendyem
Komanoam nomowu npu MB u, 6 coomeemcmayowux
MYTbMUOUCYUNTUHAPHOU

Cyuaix, KomMawuoe

MPAUCHIAHMONI0208 obecneuusamo
KOMNJLEKCHYIO, C80€BPEMEHHYIO U COCMPAOAMENbHYI0
nomowb nayuenmam ¢ MB 6 konye sicusHu, xuroyast
XOocnuchvle cayxcovl (HO He 02PaHudUBascb UMU),
UCNONB308aMb  CHEYUANbHbIE MEOUYUHCKUE 3HAHU
U oKazvl8amb NOOOEPIHCKY NAYUEHMAM 00 KOHYA UX
arcuznu. Tlo mepe npubmmkenus aroaeii ¢ MB k koHIry
KU3HU OCTAeTCS KPUTHUUECKH BaXXKHBIM y4dacTHE
KOMaH bl ToMoIIH pu MB B obecriedernn komdpopTa
JUIst OOJNeTYeHHs CTPaJaHUl MallMeHTOB U UX CeMEH.
Tem He MEHee, COTIIACHO JAHHBIM HCCIICAOBaHUH,

COBMECMHO

TEKyL1e METOABI IOMOLIM nanueHTaM ¢ MB B koHLe
KU3HU HE ONTHUMAJIBHBL. JIMna, yxakuBarolmue 3a
0onbHBIMH MB, 00BIYHO COOOLIAIOT O TPEBOMKHBIX
CUMITOMAaX, HO 4acTO HE€ UMEIT MOAJNEPKKH WIH
HaJIeKIbI
[40]. Xocmmc -—
MEIULIMHCKUX YCIYT U IIPAaBO HA IOJIYYEHUE TOMOLIH
(8 CIIIA), B paMKax KOTOpOH cHenHan3UpOBaHHAS

Ha KOHTPOJb MpOSBIEHUN Oo0Jie3HU

9TO CHCTECMa IMPCAOCTABJICHUA
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najyiiaTUBHAas — TIOMOIIb
COOTBETCTBYIOIIUM
MIPOTHO3 KU3HU KOTOPBIX COCTABISET 0 MOJIyroja
U KOTOpbIE OTKAa3bIBAIOTCS OT IOJAJEP>KUBAIOLIETO
KU3HBb JiedeHus. B 3Toi cucteme obecrieunBaeTcs
JOCTYI K IIMUPOKOMY KOMIUJIEKCY MEp MO KOPPEKLUU
CHMIITOMOB ¥ BCTIOMOTATEIbHBIM YCITyTaM, TAKUM KaK
dbuznoTepanus U Aprorepanus, coluanbHas pabora,
MIOMOIIIb CBAILEHHOCITY>KUTEJSI U OJIEPIKKA B CBSI3U C
TspKenon yTparoil [4]. [To JaHHBIM peTpOCIEKTUBHOTO
aHanuza JaHHbIX 248 yenoek ¢ MB, ymepmux B
nepuon ¢ 2011 no 2013 roa, Tonbko 32 % nomyunnu

OKa3bIBaACTCA JIa1aMm,

ONPENECICHHBIM  KPUTEPUSIM,

JIOCTYIl B XOCHHC; IPHU 3TOM 3aUMCIICHUE B XOCIIUC
OBLIO CBA3aHO C Ooyiee HUBKOW BEPOATHOCTHIO
CMEpPTH B OTJEJICHUU HWHTEHCHUBHOW Tepamuu U
3a0J1arOBPEMEHHOTO
manupoBanust nomonu [30]. Tlo wumerommmcs
JAHHBIM,  XOCHHUC  YJIyyllaeT  KJIMHUYECKUE
pe3yJbTaThl B KOHLE KU3HU MMALIMEHTA, B TOM YHUCIIE
Ka4eCTBO KU3HHU [41], KOHTPOJIb CHMIITOMOB O0JIE3HI
[41] 1 ynOBIETBOPEHHOCTH MTOMOIIBIO [41], a Takxke
COKpAILaeT M3JMIIHUE pPacXoAbl HAa MEAMIIMHCKOE
oOciyxuBanue [42], mo3TroMy o0CyXk/IeHHE BapUaHTa
3aMCH B XOCHHUC MEXKJIy KOMAaHJAMH ITOMOIIU
npu MB u nauveHTaMM M HX CEMBAMHU JOJIKHO
MPOBOIUTHCS 3abmaroBpeMenHo. OpaHako, Kak HU
CTPaHHO,
COOTBETCTBYIOUIMIA XOCHUC OOBIYHO 3aTPyIHEHO,
0COOEHHO M3-3a CTOMMOCTH IIPUMEHSEMBIX JIEKAPCTB.
VYuuTeiBasi, 4TO OIUIaTa YCIyT XOCIHCa CTPOUTCA
HAa OCHOBE IOCYTOYHOTO mpeObIBaHUsI 0e3 yueTa
CIIO)KHOCTU WJIM CTOMMOCTH JIEYEHHS] KOHKPETHOTO

0ojlee  BBICOKOM  4acTOTOH

npru MYKOBUCHHUOO03C HaAIpPaBJICHUC B

MalMeHTa, BO MHOTMX XOCHHUCHBIX OpraHH3alUsiX
CYIIECTBYET NOJIMTHKA, OTPAHUYMBAONIAs JOCTYI
JUISl TIAIlUEHTOB, HYKIAIOMIMXCSA B JOPOTOCTOSILEM
nedyenuu [43]. B cBoto ouepens, 1oau ¢ MB u komana
nomom npu MB 4acTo BBIHYXJIEHBI BBIOMpAThH
MEXIy TMOAJECPNKUBAOIIUMHA  BUAAMHU
KOTOpBIe 00eCIeunBaloT 00JErYeHne CUMIITOMOB, U
KOMILICKCHBIM JICUCHHEM B XOCIIHCE B KOHIIE JKH3HHU

JICUCHMUS,

C IIPUBJICUCHHUEM CIICTITHUATIUCTOB.

[Ipu3HaBas BEpOSITHOCTb IPENATCTBUN 111 JOCTYTIA K
yCIyTram X0CIMUCa, KOMaH bl TOMOIIM Tpy M B 10KHBI
paccMOTpPeTh BO3MOXHOCTh PAHHETO MPHUBJIECUEHUS
AKCIIEPTOB I COBMECTHOTO PEIICHUS MpoOIeM B
KOHIIE KU3HU, BKJIIOYAsl CIIELIMAJIUCTOB NaNIMaTUBHON
MEMIIMHBI, KalleJJIaHOB U COLIMAJIbHBIX paOOTHUKOB
[17]. Haxxe mociie HanpaBJIeHHs Y€I0BEKa B XOCIHC,
KOMaHbl noMmolu npu MB 1omKHBI ocTaBaThCs

HEOTHEMJIEMOM YacCThIO JKU3HM IMAIIMEHTa W €ro
ceMmbu. [ToMuMO ycTpaHeHHs ONIaCeHH NAallUEHTOB U
WX CEMEH O TOM, YTO MX OCTaBAT 0e3 momortu [44],
KOMaH/pl TioMoIu npu MB o0nagaroT KpuTHuecku
Ba)KHBIMU JIJIS1 IPYTUX Bpaueil 3HAHUSIMU B OTHOLLIEHU U
HIOAHCOB MPOTEKaHUsI 3a00JIEBaHUS U €T0 KOHTPOJIS.

Pexomenoayuss  5:  Dono MB  pexomendyem
Komanoam nomowu npu MB eviasnsimo u pazpewiams
npoonemsl Uy no yxooy, a makaice 0becnevusams um
NOO0EPIHCKY U NPedoCmasisims pecypcl,
nO OMHOWEHUIO K KOMAaHOe, Ko20a 2Mmo HeobX00UMo,

6HeUHUue

C MOMEHmMAa NOCMAHOBKU OUASHO3Ad U 00 Nepuood
20peBanUsl BKIIOUUMENBHO.

Jluma,  oCymiecTBIAOIIME  YXOH,  3aHUMAIOT
LEHTpaJIbHOE MECTO B yXoje 3a Joabmu ¢ MB Ha
MPOTsHKEHWU BCcel ux xu3Hum [45]. VX pomm co
BPEMEHEM MEHSIOTCSI B 3aBUCMMOCTU OT CTENEHH U
TUTIOB (PU3UUYECKOHN U TICUXOJIOTHICCKOMN TOICPIKKH,
HeoOxoauMoii 4enroBeky ¢ MB B ero coctosiaum [46].
bpems u moTpeOHOCTH JHIA, OCYIIECTBISIOLIETO
YXOI, MOTYT BO3pacTaTh M0 MEepe MPOrpeCcCUpPOBAHUS
3a0o0NieBaHus, W 10 MEpe TOTro, KaK C YIy4IlIeHUEM
3¢ (HEKTUBHOCTH JICYCHHUS TIOBBIIIACTCS  BO3PACT
nomysisinuyd O0JbHBIX MB, 00s3aHHOCTH TIO yXOmy
MepexoJAT OT POAMUTENEH K MapTHEpaM U Jaxe K
JIETSAM JIFOJIE ¢ MYKOBHUCIIHIO30M.

Vxon 3a OONBHBIM MPUHOCUT OrPOMHYIO OT/Aady,
HO
U (UHAHCOBBIE MOTEPH, IOATOMY BHUMAaHHE K
NOTPEOHOCTAM YXAKUBAIOILEIO HMMEET PpeIIaolee
3Hauenue [ 13,47]. [IpobGnemMsl 1u11, OCYIIECTBISIOIINX
yXOl, MOTYT BKJII0YaTh OECIOKOMCTBO O YelOBEKe

TaxKKC HW  3HAYUTCIBHBIC OMOIMOHAJIBHBLIC

¢ MB, 4yBCTBO NOIABICHHOCTH WIH AEIPECCHH,
0€CIOKONCTBO, CBA3aHHOE C IPUHITHEM MEAUITTHCKHUX
peuieHui,
COOCTBEHHBIE TOTPEOHOCTHU U BBIMOTHUTH JIPYTHE
00s13aHHOCTH, HANPSOKEHHBIE OTHOIICHUS, a TakKkKe

HECTIOCOOHOCTh  YJIOBJICTBOPUTH CBOH

MICUXOJIOTHYECKOE U HK3UCTEHIUMAIbHOE BIUSHUE
yxoma 3a OOJBHBIM Ha yxaxkuparomiero [48]. Xots
KOMaH/1a oMoIIH pu MB MOXeT 1aTh HEKOTOpBIE
3HAHUST M HSMOIMOHAJIBHYIO  MOIJEPXKKY, €CTh
MpUMEPBl M BHENTHUX PECYPCOB, KOTOPHIE MOTYT
MIPUHECTU TOJIb3Y JIMIAM, OCYIIECTBISIONIUM YXO/I:
3TO TPYMNIbI MOAJIEPKKH, CIYXKObl TMCUXHYECKOTO
3JI0pPOBbsI, OOIIIECTBEHHBIE PECYPCHI JIJIs1 CECTPUHCKON
MOMOIIM W/WUJM KPAaTKOBPEMEHHOW TOCHUTATN3AIUN
B3aMEH TIOMOIIM YXaKUBAIOIIETO JUIA, a TaKKe
YCIIYTH XOCITHCa TPU yTpaTe OIU3KOTO.



KoHcynbTupoBaHue Ha ypoBHe
cneuynanm3npoBaHHOMW NannMaTMBHOMN
nomouim

Pexomenoayuss  6: Dono MB  pexomendyem
Komanoam nomowu npu MB u, 6 coomeemcmeyiowjux
Cyuasx, MYTMUOUCYUNTIUHAPHOU KoMaHoe
mpaucnianmono2os oopawamocs k epadam CIIIT
U NpOYUM CReYUATUCMam O peuleHus GONpocos
NANIUAMUBHOU NOMOWU, BbIXOOAWUX 34 DAMKU UX
KoMnemenyuu, OJisl YHAPOULEHUS B3AUMOOeUCmEuUs
medxncoy komawoamu u eHympu Hux. HexocnucHas
MaJUTMaTHBHAS TIOMOIIb BHE CICIUATH3UPOBAHHBIX
MEIUIIMHCKIX
MOTPeOHOCTAMU NAIMEeHTa, a He MPorHo3oM. [loatomy
KOMaH/Ibl moMouy npu MB 10/KHBI Hociie1oBaTesnb-
HO U aKTUBHO OIICHHBATh OTPEOHOCTH B MaJUIMATUB-

HOH ITOMOIIH Ha IMTPOTAXKCHHUU BCET'O TCUCHU A 60J'I63HI/I,

YUpEKACHUN OIpeaeIseTcs

4TOOBI OMpPEIETUTh, JOCTATOUYHO JIU B KOHKPETHOM
Cly4yae IEepBUYHOM MNAJUIMATUBHOM MOMOIIM WU
HeoOxommuma
[5,6]. IloHumanue TOro, KOraa M Kak ONTHUMAalIbHO
npusnekars Bpaded CIIII m napyrux cnenuanucTos,

CrICUAJIM3UPOBaAHHAA IIOMOIIIb

JEKUT B OCHOBE CIOCOOHOCTH HCHONB30BATh 3TU
pecypcsl  3ddekTuBHO U aAecTBeHHO [5,17,49].
Ha puc. 1 u B Tabmuue 2 mnpexacraBieHbl 001Iue
NOTpeOHOCTH B TMAJUTMATHUBHON
KOTOPBIMHU CTaJKHBaOTCS Jtoau ¢ MB u ux ceMbu, 1

IIOMOIIH, C

PEKOMEHIallMU O TOM, KOTZIa y4acTHE CIELUATUCTOB
(manIMaTUBHON MEIUIIMHBI HIIA IPYTHUX ) MOXKET OBITh
nosie3HbIM. KoOHKpeTHBIe TToKa3aHust yisi 0OpaleHus
Kk CIIIT BKJIFOYAOT, B YaCTHOCTHU: HAJIMYHE CIIOKHBIX
WA HE TIOJIAIOIINXCS
AK3UCTEHITUATbHBIN

JICUEHUIO CHUMIITOMOB,

JUCTpecC,
CEMEHHBIN KOH(QIMKT OTHOCHUTEIILHO IIEJICH JICUeHUS,
MPOIIECC OICHKU (PYHKIIMHM TPAHCIUIAHTATA, & TAKKE
mporpeccupoBanue OOJNE3HU WM MPHUOIIKEHUE

cmeptu nauuenTta [50,51]. Kpome toro, npusieyeHue

WM JyXOBHBIM

CIELHUATMCTOB MaJUTMATUBHON MEIUIIMHBI
MOBBICUTh YBEPEHHOCTh B ceO€ U KOMIIETEHTHOCTh
KOMaH bl
MEePBUYHON NaJNIMaTUBHON oMoy [25].

MOXET

nomoimn npu MB B obGecneuenun

Pexomenoayus  7: @ono MB  pexomenoyem
obpawamvca x cneyuanucmam CIIIT 6 cnyuasx,
K020a nayueHm  paccmampueaem sonpoc
MPAHCNIAHMAYUYU UTU  OMKA3bIBAEMC Om  Hee.
Xots CIIENUAIM3UPOBAHHY IO
MOMOIIb CJIEAYET pacCcMaTpUBaTh Ha JFOOOH CTaTuu

3a00eBaHusl MPU HAIMYUK TOTpeOHOCTH, DOHI

MaJNIMaTUBHY O
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MB pexomenayer wucnoas3oBars CIIII, Korza
TPaHCIUIAaHTAIHSA 1eJ1eCO00pa3HbIM
BapHAHTOM HacTOsilllee  Bpems
cnenuanuctel CIIII penko BOBIIEKArOTCS B MOMOIIb
MEPEHECIIUM  TIePecajky JIETKOTro
[35,52], u Korma 3TO MPOUCXOAUT, Opemsi OOJIE3HH U
WHBAJIUJIHOCTh TAKUX MAI[UEHTOB YaCTO OKa3bIBAIOTCS
cepbe3Hee IO CPaBHEHHUIO C OHKOJIOTHMYECKHUMHU
0O0JIbHBIMU, HanpaeieHHsiMu Ha  CIIII
[50]. VYOemutenbHO  TOATBEPXKICHO  HAIU4YHe
OapbepoB, mpensTcTBytonux npusiedeHuto CIIII,
B TOM YHCJE TPYIHOCTH IAIMEHTOB M Bpaued c
CTpax Bpaya I[OJOpPBaTh
CHWIly JyXa MalueHTa, CTpaxu IO IOBOAY OTKas3a,
HEpeaIMCTUYHbBIC 0)KUIAHUS MTAIIMEHTOB U UX CEME B
OTHOILIEHUH BBIKMBAEMOCTHU U CEMEIHbIE KOH(PIUKTHI
B OTHOILIEHUY Lieiel eueHus [44]. Yerpanenue aByx
MOCIIEAHUX MPEMATCTBUN — OJUH U3 CaMbIX BaXKHBIX
BiuasioB CIIII B neuebnyro padoty [4].

CTAaHOBUTCS
neyenus. B

IHanucHTaM,

TaKXKeE

IMPUHATHEM IIPOT'HO34,

JlelicTBUTENBbHO, MPEUMYIIECTBA CIIELMAIU3UPOBAH-
HOM MaJUIMaTMBHOM NOMOIIM IPU TPAHCILIAHTALUN
MOT'YT B OCHOBHOM OTHOCHUTBHCS K IPEUMYILECTBAM B
CPaBHEHUU C TPYAHOCTSIMH 3TOTO CJI0KHOTO BapUaHTa
JIEYEHUs] C BBICOKUM pHUCKOM s ku3Hu. B 2009
roay ObUIO IPOBEACHO KAu€CTBEHHOE HCCIEI0BAHUE
JIO’KUBIIIHX JI0 TOTO MOMEHTA JIUI], YXa)KUBABIINX 32
6onpHBIMH MB mociie TpaHcmmaHTauu jgerkux. [1o
pe3yabTataM 3TOr0 HCCIEIO0BaHUS ObUIM BBISBICHBI
pa3nuyHble (aKTHl MPEIOCTABICHHUS HEIO0CTAaTOYHON
uHGOpMAIIMN OTHOCUTENILHO PUCKOB U albTePHATUB
TpaHcianTauu. B yactHocTH, 46 % yXaxuBaBIIMX
3as1BUJIH,
TPaHCIUIAHTAllUK MOKHO OTKa3zathea [S53]. [lomumo
LEHHOW TOAJEPKKH CEMbSIM U KOMaHJaM IOMOIIU
npu MB B nipouiecce npunsatus pemenuii [29] ycayru
CIIIT moryT OBITH TOJE3HBI ISl CMSTUYCHUS WU
CTaOUIU3aluy TPOSBICHUM OONE3HH, OXKUIACMBIX
B MOMEHT NPHUHATHUS PELICHHS O TPaHCIUIaHTAlUU
[50]. Takum 0oOpa3om, HE3aBHUCHMO OT PEIICHUS O

4TO IMagUMCHT HE IIOHHMMACT, YTO OT

IPOBEJACHUM TPaHCIUIAHTAllMM WM OTKa3e OT Hee,
CIIII moxeT nmomoub koMaHJaMm rnomou npu MB B
ONTUMU3ALMK Ka4eCTBa KU3HU nanueHtoB ¢ MB u
HX CEMEU Ha 3TOM TPYIHOM DTalle.
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Pexomenoayus 8: @ono MB pexomendyem komarnoam
nomowu npu MB npusnrekamv cneyuanucmog K
cgoell pabome 8 pamKax NALIUAMUSHOU HOMOWU
018 bonee 21y60K020 O3HAKOMIIEHUS CHeYUANUCHO8
¢ npaxmuxou nomowu npu MB u unousuoyanorvimu
Mogemn  CIIII,
BHE/ApsSeMbIe B pabOTy KOMaHj IIOMOIIH IPU
MB, moryt cHuU3UTh OpeMsi OOJNE€3HU U YIYUIIUTh
KauecTBO JKM3HM 3a CYET MHTerpaluu OIbITa
CIEIMAIMCTOB B 00IACTH MAaJUTMATUBHOM TTOMOIIU C
00b1yHOM TOoMoIsl0 Tip MB [54-57]. Hampumep,
HE/IaBHEE
KIuHUYeckoe uccienoanue BHeapenus CIIIT nmms
B3pOCIBIX TNalUeHTOB ¢ MB mnokaszano BBICOKYIO
1eJIeCO00Pa3HOCTh U IPUEMIIEMOCTh, U B HACTOSIIEE
BpEeMs OHO MPOXOAUT UCIIBITaHUE HA YPPEKTUBHOCTh
B pamkax wucciemoBanus ¢aser Il [55]. Omnaxo

nompe6ﬂocrmmu nayuermaoe.

IXJIOTHOC PAaHIOMU3HUPOBAHHOC

WHCTUTYIIMOHAJIBHBIE ~ PECYpPChl  4acTO  UMEIOT
OTpaHUYEHHBIH JOCTYH, TaK YTO OOJBIIMHCTBO
CHEIHAJINCTOB NaJUTMaTUBHOM MEUIIHBI

OCYILECTBIIAIOT JICUCHHUE MALMEHTOB C PA3TUYHBIMU
3a00/ieBaHUsIMU B CTAlMOHapHBIX YycioBusx. llpu
9TOM TIpPOrpaMMbl  aMOyJIaTOPHOW MaTMATHBHOU
MOMOIIM TOYTH IOJIHOCTBEO COCPEJOTOYEHBbl Ha
OHKOJIOTUYECKHUX 3a00JI€BAaHUSX U MOTYT YAEIATh
Majio BpemeHu JedeHuro MB. Ilomumo stux
OpensaTcTBUi cyuiecTByeT HexBaTka kaapos CIIIT
[49]. VuuThiBas yHHKaJlbHbIE MOTPEOHOCTH JIOACH
¢ MB, Hapacrarouiee NOHUMaHUE TOTO, YTO YCIYyTH
MaJUTHATHBHON ITOMOIITH JOJKHBI OBITh aJAITTHPOBAHBI
JUISL YAOBIETBOpPEHUS 3TUX moTpeOHocteir [31], a
TAaK)K€ HEXBATKy CHEIHaJIbHbIX 00pa30BaTEIbHBIX
pecypcoB o MB u1s cienManucToB NajIuaTUBHOU
MeIULMHBI [ 58], kKoMaHAbl ToMOIIY pr MB 10mKHBI
MOBBIIIATH
NaJNTMaTUBHOW MEAMIIMHBI OTHOCHUTEIBHO MpPOOIeMm,
cBsa3aHHbIX ¢ MB [54,59]. Kpome TOro, OTKpBITHII
IUaNor W TPOAYMAaHHOE B3aMMOJCUCTBHE OymayT
CIOCOOCTBOBATH PA3rpPaHUYEHUIO POJIEH, YTO BAXKHO
JUTSL YCUJICHHSI JIOBEPHSI M CHYDKEHUS TyOIMpPOBaHUS

YCIIYT.

OCBCAOMJICHHOCTb CIIenuaJIrucCToOB

CKPWHMHI 1 OLeHKa NoTpeGHOoCTU B
nansmaTMBHOM NOMOLLMU

Pexomenoayus 9: /[ns nayuenmos ¢ Mmyxosucyuoozom
12 nem u cmapwe Dono MB pexomendyem
UCNONb308aHUE OUHOU UIKATIbL OYEHKU Pe3)Ibmanos
nomowju

NANIUAMUHOU (Integrated  Palliative

Care Qutcome Scale,
KIO4esblX 3manax passumus OonesHu (Hanpumep,
usMenenue maxcecmu  3a001e6anusl,
DYHKYUOHATILHO20 COCMOSIHUS) 8 YeliX CKPUHUHA U
KIUHUYECKOU OYEHKU CYUeCm8YIouux nompeoHocmetl

IPOS) edcecoono u Ha

yxyouLeHue

6 nannuamusnot nomowy. DoHA MyKOBHCIHI03a
PEKOMEHAYET LEeHTpaM II0 JiedeHuro MB exeronHo
MPOBEPATh YPOBEHb YIOBIETBOPEHUSI MOTPEOHOCTEH
NALMEHTOB B MAJUIMATUBHOM MOMOILLY HA IPOTSKEHUU
Bcero nmepuoaa Oone3nu (Tabmuua 4, puc. 2).
YuurteiBas Henpeackazyemoe
MB,
HEIOCTAaTOYHO TOJIBKO €XETOJHOTO CKPUHHMHTA IS
BBISIBIICHUS TOTPEOHOCTEN B MAJUIMATUBHOM MOMOIIU
U CBOEBPEMEHHOIO CKpUHUHT
mo (axkTy W3MEHEHUs 3a00eBaHus,

U pazHooOpa3HOe

TEYEHHUE JUTSE  HEKOTOpBIX Jrofeit  Oymer

BMEUIATEIbCTBA.
TSKECTH
yXyIIIeHus (yHKIMOHAIBHOTO COCTOSIHUS HIIU TTOCIIe
CEpbEe3HbIX COOBITUH, TAKMX KaK TIOCHUTAIN3aLMs,
TPaHCIUIAaHTALUs WM BO3HUKILHE COIyTCTBYIOIIHE
3a0oseBaHus, NoOyXJaeT KOMaH bl moMoInu npu MB
IIOBTOPHO OLICHUBATh T€YEHUE 3a00JI€BaHUS IO Mepe
BO3HHKHOBEHHS HOBBIX NMOTPEOHOCTEH.

Enunas mikana OLEHKH pe3y/bTaToB MAJUIMATUBHOMN
nomommn  (IPOS) — 910 Kparkas, XOpoOIIO
BaJMUPOBAHHAs ~MHOTOMEpHas  W3MEpUTEIbHas
IIKaJja, KOTopas IIUPOKO UCTIONIB3YETCS B MOIMYJISIIUSIX
B3POCIIBIX MAIIUEHTOB C TSKEIBIMU 3a00JICBaHUSIMH,
B TOM 4YHcie amOynaTopHbix namueHtoB [60]. Ilpu
MOMOIIM 3TOM WIKaJbl OMNPENENSIOT KIMHUYECKUE
NMOTPeOHOCTH B II€JICHAINIPABICHHOM MaJUTMATHBHOM
BMEIIIATEJILCTBE B TEX OONACTAX, KOTOPBHIE OYEHBb
aKTyaJbHbI (00J1b, 00IIeHNE, TyXOBHbIE M (P UHAHCOBBIE
poOJIeMbI), HO HE OTPAKEHBI B CHEIU(PUISCKUX IS
MYKOBHUCIU03a OIL[EHOYHBIX CPEACTBAX. DTy IIKaTY
MOXKHO TIpeaJiaraTh B3POCIBIM W TOAPOCTKAM JIJIst
CaMOCTOSATCILHOr0 3amojHeHus. Komanma momornu
npu MB nomkHa opraHu3oBaTh CKPUHUHT C YYETOM
JUYHOTO KOHTEKCTa M mpuoputeToB. [lpexne dem
npeiaraTbh ONPOCHUKH, JOBEPEHHBIN WIEH KOMaH/IbI
nomom npu MB pomken: (1) mare obocHOBaHUE
JUIS YHUBEPCAJIBHOTO CKPUHHMHIA B IIEJISIX PAHHETO
BMEIIATEIBCTBA IS BBISBJIIEHHS CHMITOMOB H
npobieM, BIUSIONMX HA KayecTBO JKU3HU; U (2)
pacckaszarb O MpOLEAype, B paMKaX KOTOpPOMl WieH
KOMaHJIbI 1 4yeioBek ¢ MB (BMecTe ¢ TuIiom/mumamn),
OCYIIECTBIISIONIMUM(-1) yXOJ, B 3aBUCUMOCTH OT
ctaauu 3a00NeBaHUS M TMPEANOYTEHUH) OyayT
BMECTE pacCMaTpHUBaTh OTBETHI JIJISi CO3/IaHMS TJIaHA
NEHCTBHI 1O PEIIeHHUI0 MPOOIeM.



15

TABINUA 4. PEKOMEHOOBAHHbBIE N JOMNOJIHNTENBbHbBIE MOKA3ATENN OLUEHKW
MOTPEBHOCTEW B NANNIMATVBHOW MOMOLLMA

Mepbi oyenku, pexomen0o8annbvle O elNcec00H020 U YENeHANPAGLEHHO20 CKPUHUHEA

L]enesasa nonynayus

Ynenwi Kax unmepnpemupo-
Jlioou ¢ MB  cembu, yxa- Ananuzupyemvle eambv
[xanvt oyenku 12 nem u arcusaroujue obracmu nartuamueHoul NOGbIUIEHHbLE Pe3Yilb-
Jlioou ¢ MB mnaowe 12 nem cmapuie 3a OONLHBLIM nomowu [61] mamsl OYeHKu
IPOS [54] Hcnonp3yroTces MyHKTBI ONPOCHHKA, 3anonusercs — o CrpykTypa U Ipoueccsl OOCynUTh BBISBICHHBIE
4TOOBI 0OJIErYUTH OOIIIEHHE MEXKTY CaMoCTOsI- IIOMOIIU po0IIEeMbI
KoMaH10# momomu npu MB u TEJIbHO 0O Ou3HYeCKHe acleKThI Vnenuts ocoboe
JIMLAMH, OCYIIECTBISIIOIIUMH YXOJI, HOMOIIN BHHMAaHHE CaMbIM
KOTOpOE BKJTFOYACT ydacTHe PeOeHKa, o Ilcuxonornueckue BBICOKHMM Oaiam: >3
COOTBETCTBYIOLIEE YPOBHIO €r0 Pa3BUTHUS ACIIEKTHI TOMOIIH 110 JII00OMY ITYHKTY
0 CoumanbHbIe aCTICKTHI
HOMOIIN
0 JlyXOBHbIE, PEIIUTHOZHBIC U
9K3UCTEHINAIBHBIE ACTIEKTHI
TTIOMOIIH
BASC — — v o CouunanbHele: 6pems OOCynUTh BbISBIEHHbIE
[42,67,68] U TUCTPECC JIHLIA, po0IEeMbI
OCYHIECTBIISIOLIETO YXOJ VYaennts ocoboe
BHMMAaHHE CaMbIM
BBICOKHMM OayiaM 1o
JF000MY TYHKTY
Jlononnumensuvle nokazamenu 0na oyeHKu
Lenesasn nonynayusa
Ynenwvi Kax unmepnpemupo-
Jlioou c MB  cembu, yxa- samo
12 nem u ocusarowue  Ananuzupyemvie oonacmu NOGbLUEHHbLE Pe3Yilb-
UlIkaner oyenku Jlioou ¢ MB mnaowe 12 nem cmapute 3a 601bHBIM NALIUAMUBHOT NOMOUU mamoi OyenKu
CFQ-R [55,56] JItoOble COOTBETCTBYIOIINE BO3PACTY — 0 ®usngeckue OOcynuTh cpenHue u
noamkansl CFQ-R: o Ilcuxonornueckue BBICOKHE OaJlIbl 1O
0 ¢usnueckoe GyHKIMOHUPOBAHUE JII00OMY ITYHKTY
0O SMOLMOHANIBHOE (DYHKIIHOHUPOBAHUE unu
O BOCIIPUSITHE POJIH Paccunrars
0 COIMaJIbHOE BOCHPUSTHE YHU(DUIIMPOBAH-
O BOCIIPUSITHE 3/10POBbS uele T-scores 1o
0 obpa3 Tena TOIIKAIaM
0 HapyIICHHUS! HIIEBOTO TOBEICHUS
0O OpeMst JieueHust
0 J)KU3HEHHBIH TOHYC
O PeCHHUpaTOPHBIC CUMIITOMBI
O TNUIIEBAPUTEIILHBIC CHMITOMBI
O BeC
Ynenvi Kax unmepnpemupo-
Jloou ¢ MB  cembu, yxa- 6amb
Ulxaner oyenxu 12 nem u acusarowue  Ananuzupyemvie obracmu NOGbIUEHHbLE Pe3Yilb-
Jlioou ¢ MB mnaowe 12 nem cmapuie 3a 6ONLHBLIM NALTUAMUBHOU NOMOUU mamsli OYeHKu
PHQ-9[58] — v v o Ilcuxonornueckue: HesnauntenbHbie: 5-9
nenpeccust Cpennue: 10-14
GAD-7 [59] — v v 0 Ilcuxonornueckue: Bericokue: 15+
TpeBora
SNAP[61] — v — 0 JlyxoBHble, penurno3usie 1 OTBET «OYCHbY» MU
SK3UCTEHIMAIbHBIC «HEMHOTO» TI0 JIT0OoMy
MYHKTY
PG-13[69] — — v 0 ITomoIik B KOHIIE )KU3HU: Hucrpecc,
ropeBaHue MIPOAOKHTEIBHOCTD,

CUMIITOMBI, HAPYLICHU

Onpocurik CFQ-R ocTyrneH B HECKOIBKUX BEPCUSX B 3aBUCHMOCTH OT poJii U Bo3pacra pecrionieHta: CFQ-R aist poaureneii/miiaieHIeB U IeTeil JOIIKOIBLHOTO
Bo3pacra ot 0 10 5 sier; CFQ-R juist nereit nourkonbHoro Bospacra ot 3 o 6 sier; CFQ-R juist nereit ot 6 1o 11 ner, Bepcust A1st MHTEPBbIOEPA MM POAUTEIICH;
CFQ-R ans nereii 12 u 13 net, Bepcus s CaMOCTOSTEIBHOTO 3anoiaHeHus win it poauteneid; CFQ-R st moxgpocTkoB 1 B3pochbix OT 14 et u crapiue.

BASC — Brief Assessment Scale for Caregivers, kpaTkast Ikajia OLEHKH IS JIHL, OCYIIECTBIIONHX yxor 3a 6onbaeiMH; CFQ-R — Cystic Fibrosis Questionnaire—
Revised, onpocHuk o MykoBucuuiosy (nepecmorpennsiit); GAD-7 — Generalized Anxiety Disorder 7- item Scale, 7-0anibHast Kana Juisi OLICHKH T'eHepan-
30BaHHOTO TPEBOXKHOTO paccrpoiicta; IPOS — Integrated Palliative Care Outcome Scale, eiiHast 1Kaa OIEHKH Pe3yJibTaToB MauIHaTUBHOM oMoy, PG-13
— Prolonged Grief Questionnaire, OIpOCHHUK IO MPOIOHTHPOBaHHOM peakuuu ropsi; PHQ-9 — Patient Health Questionnaire-9, OnpocHHK COCTOSIHIS 310POBbsI
nanuenTta-9; SNAP — Spiritual Needs Assessment for Patients, olieHKa TyXOBHBIX TOTPEOHOCTEH MAalMEHTA.
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Crparernu oneHKN IIOTPEOHOCTEH B IMAIJIMATABHOMN IIOMOIIH JIJIS JIIOAei

¢ MB u iui1, ocylecTBIISIONINX VX0 38 HUMH

E)KerOAHaFI OLeHKa I'IOTpE6HOCTel\;I U OLUEeHKa Ha

KNKOYEBbIX 3Tanax* pa3BnUTnA 6one3Hn

|
y v L

AeTM Maajue 12 net

Jlnua, ocywecTeasowme

JleTnoT 12 netun
YX04 3a 60/1bHbIM

Wcnonb3osatb onpocHuk IPOS ans obneryenus
B3pocC/ble

Ananora Mexzy KOMaHAoN NOMOLL Npu

IPOS MB v aMuamu, oCyLLecTBASAIOLMMM YXOZ, 33
60/1bHBIM, MPUHMMAs BO BHUMaHME OTBETbI
pebeHka B 3aBUCUMOCTH OT 06CTOATENLCTB

MpeAnOXNTb ONPOCHUK
BASC

A4

BmecTe oueHuUTL OTBETHI B pamkax KIMHUYeCKoro aHaausa

Her,
AOMO/IHNTENbHbIX
Mep He TpebyeTcs

lMomoxeT v ogHa uam
HEeCKO/IbKO Mep B

NPOACHEHNMN 03BYYEHHbIX

npobaem?

Jetn ot 12 netu ¢ Ja
B3pOC/ble

OueHKa KayecTBa XU3HU:
CFQ-R
Mcuxonoruueckume:
PHQ-g9, GAD-7**
JlyXoBHble, pennrnosHole
WIN 3K3UCTEHLMaNbHbIe:
SNAP

Nnua, ocywecteastowme
YX0Z, 3a 60/1bHbIM

ety oT 6 40 11 €T OnpegensioTcs
AONONHUTE IbHbIE

Mepbl

Mcuxonorunyeckme:
PHQ-g, GAD-7**

Mpu yTpate: PG-13

OueHka KayecTBa
xu3Hu: CFQ-R

Bblan v 06HapyxeHs!
noTpebHOCTU B NaNANMATUBHOM
nomotum, Tpebytowme
BMELLATe/IbCTBAY,

v L

BmewaTenbcTBO: NaumeHT ¢ MB

BmeLwaTtenbCTBO: MU0,

KOMaHAa noMoLM COBMECTHO COCTaBAAET OCyLeCTB/fAOWEE YXOA

M1aH M0 YZ0BIETBOPEHNIO UMEIOLLUXCS
noTpe6HOCTEN NOCPEACTBOM KOOPANHALUM
MEp 10 YXOAY, IEYEHNS 1 HAaNPABAEHNS K
cneyuanmcTam

- YuacTBoBaTh B 06CyxeHunsx npobaem,
BbISIB/IEHHbIX MPY CKPUHMHTe

- MpeAnaraTb HanpaB/ieHKe K CneLmanm-
CTaM A/151 OKa3aHWsl NCUXOIOrMYeCKoi
MOMOLLM AN NCUXOCOLMANBHBIX YTy

*MprUmnHbI OLeHKM NOTpebHOCTEN:

O6CyAUTL 03ByUeHHble Npobembl,
yAenss 0coboe BHMMaHMUe Caeayloliemy:

- Hanbonee Bbicoknm 6annam no wkane
IPOS (>3) nam BASC

- MoTpebHocTAM, 0603HaueHHbIM Kak
BaXKHble NaLMeHTamu, nLamm,
OCYLLLeCTBASIOWMMU YXOA, NN YNeHaMK
KoMaHAbl nomowm npu MB

BMeluaTenbCTBa MOryT BbiTh HanpaB/ieHs!
Ha Cregytouee:

- Dusnyeckure nan Ncuxonoruyeckme
CUMNTOMbI

- Peabunntayus Ans ynyuwerus
bYHKLMOHUPOBaHUS

- [lyxoBHble/3K3NCTeHLMabHble Npobaembi
- MeyxocoumanbHble, IOpUANYECKUE U
buHaHCOBbIE HyXAbl

- PasbscHeHMe yenen, LeHHoCTen 1
NPeANOYTEHWI B IeYeHNM

- locnuTanusaums naymenTa

- CooTBETCTBME KPUTEPUAM NPOrPECCMPOBaHMA MyKOBUCLMAO3a
Nerkux

- MporHo3upyemoe bbicTpoe cHxkeHne OPB1%

- Pa3BuTME HOBbIX OCIOXHEHWI MB 1M NOsBAEHWE TAXENOrO
conyTcTBytoLLero 3aboneBaHus

- HanpaBneHue Ha Ha 0bcnefoBaHve Nepey TpaHCNAaHTaLuenl

- PewweHue 06 0TKase OT TpaHCM/aHTaLMK

**CornacHo pekomeHaauunam CFF/ECFS, naymeHTsl ¢
MB cTaplue 12 fieT 1 nMua, OCyLLeCTBARIOWME YX0Z 3a
AETbMU OT POXAEHMNA A0 17 NET, A0/KHbI MPOXOAUTH
@XeroZHblit CKPUHUHT Mo onpocHukam PHQ-9 1 GAD-7

Puc. 2. Ctparerus onieHKd MOTpeOHOCTEH B MAITTMATUBHON TIOMOIIHU AJ1s1 JTrofedt ¢ MB u s,
OCYIIECTBIISIONINX YXO/ 38 HUMHU.



Ecniu  mocine  ckpuHuHra  oOHapyXHBArOTCS

HOBBIC HOTp€6HOCTI/I B TAJUIMAaTHUBHOMH IIOMOIIIH,

JOITIOJTHUTCIIBbHBIC BOIIPOCHI MOTYT 00JIETYUTE

KIIMHUYECKYI0 OlleHKY (Tabmuna 4). OnmpocCHHK 1O
mykoBucuuao3zy (nmepecmorpenssiii) (The Cystic
Fibrosis Questionnaire—Revised, CFQ-R) — 5310

HIUPOKO pacnpoCTpaHEHHBIH, YUYUTBHIBAIOIIU I

cnemupuky MB Tokazarenh KadecTBa IKU3HH,

CBSI3aHHOI'0O CO  3J0POBbLEM, I(OTOpBIfI mpomiei

JOCTaTOYHYI0  MpPOBEPKY  HA  HAIMOHAJIBHBIX

pernpe3eHTaTuBHBIX BbIOOpKax [61,62]. Tlommkasns
CFQ-R MoryTr ObITb BBIOpaHBI ANl HM3Yy4YEHUS H

MOBTOPHON  OLIEHKH  (DU3MYECKHX  CHMIITOMOB,

6peMeHI/I JCUCHUA, CaAMOONLICHKHN  310pOBbsA U

MCUXOCOUAIBHOTO CTaTryca. Cne,uyeT OTMCTUTD,

yto ¢usnyeckas (yHKIUOHAJIbHAS  TOAIIKAIa

CFQ-R omeHuBaer (yHKIMOHAIBHBIE HApYLICHUS
U [O3BOJSIET  MPOTHO3MPOBATH
[63].

COCTOSIHMS 3710poBbsi manuenta-9 [64] (PHQ-9) u

CMEPTHOCTb,
CBSA3aHHYIO C 3a00JieBaHUEM OnpocHuk
7-06annpHas MIKajia JUis OLEHKU TeHepaTn30BaHHOTO
TpeBOXKHOTO paccrpoiicta [65] (GAD-7), koTopsie
B HACTOSILEE BPEMs MCIIOIb3YIOTCS B OOJBIINHCTBE
LEHTPOB JICYEHUS MYKOBHCIIHI032 B COOTBETCTBUU
¢ nonoxkeHusimu Koncencyca ®@onna MB CIIA u
EBporneiickoro obmectBa MmykoBucuuaoza (ECFS)
M0 CKPUHUHTY U JICYCHUIO JEMPECCUU U TPEBOKHBIX
paccTpoiicTB, MOTYT HCIIOJIb30BaThCsl JUIsl OLEHKU
TSOKECTH JIENIPECCUM M TPEBOTU Yy IOAPOCTKOB U
B3pocibiX ¢ MB [66].

Onenka ayxoBHBIX ToTpeOHOCTel marmenTta (The
Spiritual Needs Assessment for Patients, SNAP)
— 9TO TpaKkTUYecKas OIEHKa, MO3BOJISIONIAs
MIPOaHATM3UPOBATh HEOOXOIUMOCTh TIOMOIIN JIFOISIM
MpU HAJIMYUH CHEIH(PUISCKUX HEYIOBIECTBOPEHHBIX
TICUXOCOLIUATIbHBIX, JYXOBHBIX/9K3UCTEHIIUATBHBIX 1
penuruo3HbIx norpedbnocrei [67]. Onpocauk SNAP
MOJKET OBITh MPEITIOKEH, HATPUMED, JIUIIaM, KOTOPbIE
OTBEYAIOT «WHOTNA» WU «HUKOTZIa» Ha BOMpoc 6
[POS: «Omymanu 11 Bl CIIOKOMCTBUE?Y, WA TEM,
KTO TOBOPHT O JYIICBHBIX MEPEKUBAHHUIX BO BPEMs

Oecepl.

Bpau, paGoratomuii ¢ OonpHBIMEH MB, momkeH
MPEUIOKUTh KIIMHUYECKUI aHaIU3 IS JajJbHEUIIen
OIICHKH TOTPEOHOCTEH B MaJUIMATUBHOW TMOMOIIA
W TPUHATH ydacThe B pa3padOTKe IUTaHa JICUYEHUS,
ocoboe BBICOKMM  Oariam

yacissa BHHUMAHHUC
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no mobomy u3 mnyHkroB I[POS. Kiunnueckuii

aHaJIM3 MOXKET YyKas3blBaTb Ha HGO6XOI[I/IMOCTB

JONOTHUTEIBHOTO JeyeHus, KOOpJMHALUU
yXoAa WJIM HanpaBlI€HUs K CHEHUaIuCcTaM Ul
YIAOBJIETBOPEHHs] BO3HUKAIOIIMX MMOTpeOHOCTEH B
MaJUIMaTUBHOW TOMOILM OJAHOBPEMEHHO C OOBIYHOM
noMoliso. BmemarenbctBa MOTyT OBbITh HAallEIEHBI
Ha (U3UYECKHE WIM IICUXOJOIMUECKHUE CHUMIITOMBI,
peaduIuTaIuIo I yTyqiieHus (yHKINOHUPOBAHHUS,
pelIeHre JyXOBHBIX/9K3UCTEHIMAIBHBIX IPOOJIeM;
YIOBJIETBOPEHHUE TCUXOCOLMAIBHBIX, IOPUAMUECKUX
wii  (UHAHCOBBIX  MOTpPeOHOCTEH; a  TakKxKe
pa3bsCHEHME LieJIel, LIEHHOCTEW U IPENIOYTCHUN B

OTHOIIICHHNH JICHCHU .

Ba)xHO OTMETHTB, 4YTO HEKOTOPBIE WHCTPYMEHTHI

CKpUHUHIA, BKJIIOUEHHBIE B HACTOSIIUE
pekomMeHanuu, takue kak I[POS, eme He mpouuiu
MB,

KJIMHUYECKOU

MPOBEPKY B MOIYJISLIUAX U CTEIEHb

MPUEMIIEMOCTH U 3HAYUMOCTHU
3TOro IIoKasareyisl Uil IanueHToB ¢ MB  Ha
Pa3IMYHBIX CTAaUsAX 3a00JIEBaHUSI U B PaA3IMYHBIX
naeMorpaduueckux

CUTyalusx HYXIAaCTCA B

JOTIOJIHUTEIBHOM HCCIIEIOBAHNH. Hampumep,
HEKOTOpBbIE BKJIIOYEHHBIE B OLEHKY CHMIITOMBI,
Takhe Kak OOJEe3HEHHOCTH/CYXOCTb BO PTy U
HEJ0CTaTO4YHAasl MOJBUKHOCTb, CKOpEe BCEro, OymayT
OTHOCHUTEIIBHO MaJl0 PACHPOCTPAHEHbl Yy JIIOJAEH
¢ MB. Touno tak e IPOS He oleHHBaeT TEMBI
MaJJIMaTUBHOW MIOMOIIM, OCOOCHHO aKTyaJlbHbIE IS
MYKOBHCLHI03a, TaKue Kak Opems jedeHus, oopas
Tena, (YHKIIMOHUPOBAHHWE B COLUYME WJIM IIKOJIE,
CHOCOOHOCTD K afanTtauuu win 6marononyuue. [Tpu
stoM B IPOS comepuTcsi OTKPBITHI BOMPOC 00
OCHOBHBIX MpoOJiieMax MalueHTa, U B 3TOT MYHKT
MOKHO TIIpHM JKEJIaHUM BHECTH JOIIOJHUTEIIbHBIC
cumnTomsl. Kpome TOro, myHKTBI ONpPEAEISIIOT
KIIMHUYECKUE MOTPEOHOCTU B IleJIEHANPaBICHHBIX
BMEIIATENbCTBAX IpU MB, KOTOpblE MOIyT CTarb
BOXHBIMU  (DaKTOpaMH NPpOsIBICHHUS OONe3HH B

ITOM MOMmyJIAOMNU KW OTIIMYAKOTCA OT TEX, KOTOPBIC

BBISBIIAIOTCA AOCTYIIHBIMU HHCTPYMCHTAMU,
cnenpuuHbiMi Uit MB: 0Oonb, KoopAMHALIUS
MEUITUTHCKOTO 00cITy)KMBaHUS, (¢brHaHCOBBIC
OTpaHUYEHUS, MPOOJEeMBl € KOMMYHUKAIMeW U

TYXOBHBIE POOJIEMBI.
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Pexomenoayus 10: /[nsa oemeii ¢ MyKOBUCYUOO30M
12
ucnonvzosanue wkavt IPOS npu becedax ¢ demovmu

maaoue aem  ©Dono MB  pexomenoyem
U IUYAMU, OCYWECMBTAIOUWUMU YXOO, eHCE200HO U HA
KIIOYEeBbIX 2Manax pazeumus 6onesHu (Hanpumep,
VXyouieHue
DYHKYUOHATBHO2O COCMOSIHUSL) 8 YeNsiX OnpedelieHUs.

usmenenue msdcecmu  3a0071 €6dHUA,

cyuecmsyrouux nompeoHocmel 6 NALIUAMUBHOU
nomowju. KIMHUYECKUN OMBIT W OTYETHI JIONEU C
MB 1 yxa)kxuBaromux 3a HUIMH JIUI] TOKa3bIBAIOT, YTO
Jla’ke camble MOJIO/IbIE MaMeHThl ¢ MB MoryT nmets
HEY/IOBJIETBOPEHHBIE TOTPEOHOCTH B MAJITMATUBHOMN
nomontu [40,68,69]. Tem He MeHee, Mbl HE BBISIBUIIN
KaKHX-JIMOO MPOCTHIX MPOBEPEHHBIX HHCTPYMEHTOB
JUIsL  TIOJIHOTO  CKPUHUHTAa  TMOTpeOHOCTed B
MaJVIMaTUBHOW TIOMOIIY, YacTO BO3HHUKAIOUIUX Y
nereit ¢ MB. Xora ompochHuk IPOS nocrosepen
JUTSL TIOIPOCTKOB, OTCYTCTBYIOT JI0Ka3aTeNbCTBA €ro
WCIIOJI30BaHUSl JIEThbMU MJIQJIIETO BO3pacTa (Kak
CaMOCTOSITEJIBHO, TaK M C [OMOIIBIO B3POCIBIX).
OnHako 4jeH KoMaHabl moMmomu mnpu MB moxer
HCIONb30BaTh eMeHThl IPOS, 4To0BI 00JErYuTh
ONpOC MO CUMIITOMAM y JEeTel MIIaJIIero Bo3pacra
U CEeMEMHOMY ONbITYy Xu3Hu ¢ MB, npuHumas BO
BHMMAaHHE OTBETHI peOCHKA B 3aBUCUIMOCTH OT YPOBHS
pasButus. [Ipu 3TOM MOXKET MCHOIB30BaThCs Ooliee
MIPOCTOM SI3BIK M OTKPBITHIE BOIPOCHI, €CTECTBEHHBIM
obpazom XOMy pasroBopa.

Hanpumep, BMecTo TOro 4ro0bl MOMPOCUTH peOeHKa

BO3HHUKAIOIIHUE  II0

OLICHUTh, KaK «HEIOCTaroyHasi MOABM)KHOCTBHY
MOBJIMSUIA HA HETO B TEUYCHHE TPEAbIAYIIEH Henenu
no mmkane oT 0 10 4 (myskr 2 [POS), unen komaHabI
nomonu npu MB moxeTr cipocuTh: «Thl TOBOPHIIIB,
YTO yCTaJl ¥ MHOTO KalUIsJl Ha 3TOH Hexene.

Hackomnbko TpyaHO Tebe IBUTAThCSA?»

i eHTpoB ¢ OoJiee IMUPOKUMHU BO3MOXKHOCTSIMHU
CKPUHUHTA MOTYT OBITh BEIOPAHBI COOTBETCTBYIOITUE
CFQ-R nns
(buzmIecKux

BO3pacTy MnoAlIKaJIbl HU3YyUCHUSA U

HOBTOpHOﬁ OLICHKHU CHUMIITOMOB,

OpeMeHH JIeYeHUS] W CaMOOIICHKH 3JI0POBbSI U
ncuxocouuansHoro craryca [70-72]. K mnpumepy,
MOJIIKAJIa AMOLMOHAIBHOTO  (PYHKIHOHUPOBAHUS
CFQ-R

CUMITOMBI y nieTell B Bo3pacte 6—11 net, koropbie

[IOMOT'a€T BBIIBUTHL  IICUXOJIOTHYECKHE
ciumkoM Manbl g 3anojnenus PHQ-9 u GAD-
7. Kak u B ciiydae ¢ JI€TbMHU CTapILIEro BO3pacTa U

B3pOCiAbIMU ¢ MB, KIMHMYECKUH aHaIUu3 MOXKET

yKa3blBaTh Ha HEOOXOJUMOCTh JOMOIHUTEIBHOTO
JIEYEHU S, KOOPIUHAIIMY TTOMOIIIY WJIM HAaIPaBJICHUS K
CIIELIMAIUCTaM JIJIsl YIOBJIETBOPEHHSI BO3HUKAOIIUX
MaJyIMaTUBHOMN

norpeOHOCTEelH B HOMOIIU

OJTHOBPEMEHHO CO CTaHJIAPTHOM MOMOIIIBI0 pu MB.

Pexomenoayus  11:

Jlns

MyKogucyuoozom aboeo eospacma Dono MB

nayuermoe C

peKomeHoyem npeorazams CKpUHUHZ No KpauHel
mepe 0OOHOMY U3 OCHOBHLIX JUY, OCYUWECMBIAIOUUX
VX00 34 OONbHLIMU, eHCe200HO U HA KIHOYe8blX
amanax pazeumus OonesHu (Hanpumep, UMeHeHue
maxjcecmu NposasieHull 3a001e8anus, YXyouleHue
yHKYUOHATLHO2O COCMOsANUSL), mpeoyowux
NOBMOPHO20 CKPUHUH2A, C UCNONb308AHUEM KPAMKOU
WIKANbL OYEeHKU 05 JUY, OCYWeCMEIAIUUX YX00 3d
oonvnvimu (BASC). Kparkas 1mikana OLCHKH st
JIUII, OCYIIECTBIAIOMMX yXxo/ 3a 0onbHbIMU (BASC),
BaJMJUPOBAHHASA AJIs JIMI[ MO YXOMy 3a JIOIbMH,
MOJyYaAIOUMU  TAJJTMATUBHYIO IOMOIIb, OblIa
M3ydeHa Cpelu JIIOJeH, OCYIIECTBISIONINX YXO/ 3a
B3pocisiMu ¢ MB [48,73,74]. BASC onpenenser
LEeJH JJIs1 KIIMHUYECKOTO HAOMIOeHHs U 00JIeryeHust
OpemMeHU Jinll, ocymiecTBIsOmMuX yxon [48]. Kpome
toro, BASC Bkirouaer mMOyHKTBI, OTHOCSLIUECH
K (YHKIMOHUPOBAHUIO B CEMbE, KOTOPBIE MOTYT
BEISIBUTH

TpeOyromme  OKa3aHus

nomon. CKPpUHHUHT JIHI, OCYIIECTBISIOUINX YXO/,

po0IeMBl,

SIBJISIETCSI  OTHPABHOM TOYKOW IS COBMECTHOTO
HEKaTEeTOPUIHOTO OOCYKICHUS UX ITPOOIIEM C 0COOBIM
BHMMaHHEeM K ro0omy nmyHkTy BASC c nHambGomnee
BBICOKOU OIICHKOMH.

Koncencyc CFF/ECFS mo CKpMHUHTY M JICYCHHUIO
JETIPECCUN U TPEBOXKHBIX PACCTPOUCTB PEKOMEHIYET
npepiaraTb  pOAUTENSAM, — yXaXUBAOUIMM 32
naupentramu ¢ MB ot poxaenus go 17 iner,
€KETOIHBIN CKPUHMHI Ha JENPECCHIO M TPEBOTY IO
onpocuukam PHQ-9 u GAD-7 cooTBercTBeHHO [66].
ITocne ckpuHMHra ¢ ncnonp3oBanueM mkanasl BASC,
eciu Tpebyercs nanpHeimas onenka, PHQ-9 u GAD-
7 TakKe MpeasaraloTcsi B KaueCTBE BapHaHTa IS
i (poauTeNe, TapTHEPOB/CYyNPYroB WM OpaTheB
U CecTep), OCYILECTBIIONUX YXOJ 3a B3POCIBIMU
¢ MB, B COOTBETCTBUY C HAWJIYYIIUMH [PAKTUKAMU
YIOBJIETBOPEHHUST ~ MOTPEOHOCTEH  yXa)KUBAIOIIUX
Ha NPOTSHKEHUM BCeWl Xu3HW. lleneHanpaBiieHHBIN

CKPMHHUHI TIOCJE CMepTH ueioBeka ¢ MB mroboro



BO3pacTa TaK)Ke MOXET [O3BOJHMTh IIEHTPaM
nomomny npu MB oka3bpiBaTh TOMIEPIKKY JIHIAM,
OCYIICCTBISIBIIUM  YXOJ] 32 YIICANIMM OJU3KUM.
LleHTpHI, pa3pabarsiBaroIIne

IIOMOIIIH OJIM3KUM yYMCPHIUX TMAIMCHTOB, MOTYT

IIPOrpaMMBbI

paccMOTpeTh BOIIPOC 00 UCIOJIb30BAaHUU OIPOCHHUKA
0 nposioHrHpoBaHHOM peakuuun rops (PG-13),
KOTOPBIM MMEET IMPOrHOCTUYECKYI LIEHHOCTb JUIS
KIIMHUYECKUX KPUTEPUEB CTOMKON OCIOKHEHHOU
peakuuu ytparsl [75].

3aknrouyeHune

VYcTpaHeHHEe HWCTOYHUKOB CTpaJaHusl Yy JIIOIEH C
MYKOBHUCLHUIO30M U JIML, YXa)XXUBAIOLIUX 32 HUMH,
IpU OJHOBPEMEHHOM (OKYCHpPOBKE Ha YIy4IIECHHH
pe3yIbTaTOB UMEET HIAHCHI YTy UIIUTh KA4€CTBO KU3HU
u oOnerunts Opemss MB. MexaucuuniuHapHble
Mojenu nomou npu  MB, TpaHcIUIaHTanumo
nu  CIIII obOpazom
COBMECTHO MCIOJNb30BaTh JJIsi BCECTOPOHHETO U

MOYKHO €CTECTBEHHBIM
COCTPaJATENbHOIO MOAXOJAa K WHAUBUIYAIbHBIM
MOTPEOHOCTSAM B MAJTHATHBHOMN TOMOIIU JIIONEH ¢
MB u nu, OCyIEeCTBIAIOMUX YXO/I 38 HUMH.

[lensto  HacTOSIIIUX SIBJISICTCSI

COJIeiCTBHE BpadaM B BbBISIBJICHUH WU YIOBJICTBOPCHHUU

PEKOMEH Il

MOTpeOHOCTEH B MAJTMATHBHOM TTOMOIIM MaIlieHTaM
¢ MB u nmniam, oCymecTBISIOMUM YXO 32 HUMH, Ha
MPOTSHKEHUH Beero nepuona 6omne3nu. Kpome Toro, ¢
WX TOMOIIBI0 MOXXHO MPOBOJUTH OOyUYEHHE YJICHOB
KOMaHJl oMo npu MB u Bpauell najuimaTuBHON
MEIULUHBI, TOOLLPSIsi COTPYAHUYECTBO MEK/Ly BCEMU
3aMHTEPECOBAHHBIMU  CTOpOHaMH.  Peanuzanus
TUX pEKOMEHJAWA B Pa3HBIX IEHTpax OyaeT
3aBUCETh OT HMEIOIIMXCA PECYypCcoB, HO, CKOpee
BCET0, B paMKaxX OOJIBIIMHCTBA MPOTpamMM MOMOIIU
npu MB MOXXHO OylIeT CHCTEMAaTU4eCKHU OLIEHUBAThH
MOTPEOHOCTH W TIpeAJiararh MOMOIIb M TOJACPIKKY
M0 Ka)XXI0M pexkoMeHaauu. [Ipu 3ToM crienuainucTel
MaNTMAaTUBHOW METUIIMHBI OyIyT TOMOTaTh Bpauam,
3aHATBHIM JiedeHHeM MB, B mprHoOOpETEHUN HaBBIKOB
NEPBUYHON NaJIJIMaTHBHON NOMOIIH, yAelsis OoJbliIe

BPCMCHH KOHCYJIbTALIUSAM.
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dPuHaHcoBas MHopMaLua aBTOpoOB

Hoxtop Dellon coobmaer o rtpantax ®PonHma
mykoBucuugo3a CHIA, mnomy4eHHBIX BO BpeMs
npoBeZieHus uccienoBanus; nokrop Georgiopoulos
coobmaer o HeduHaHCOBOW momaepxke DoHIa
mykoBucuugo3a CIIIA Bo Bpems mpoBeneHUS
UCCIIEIOBAHUS; Takke ObUIM TIOJIY4YEHBI TPaHTHI,
JMYHBIE TOHOpAphl U He()WHAHCOBAs MOJEPIKKA OT
@doHJa MYKOBHUCIINI032; @ TaK)Ke TPAHThl U JIMYHBIC
roHopapbl oT kommnanuu Vertex Pharmaceuticals,
Inc., momumo mipencraBieHHoi padbotel. Jlokrop Goss
cooburaer o rpanTax @oHa MyKOBUCIINI03a, TPAHTaX
EBponeiickoit komuccuu, rpantax NIH (NHLBI),
rpantax NIH (NIDDK u NCRR), nomyueHHBIX BO
BpEMS TIPOBEACHUS UCCIIEIOBaHUS; ObUTH MOY4EHbI
auuHble roHopapsl or kommanuu Gilead Sciences,
JIMYHBIE TOHOpPAPbI OT KoMIanuu Novartis, TpaHTbl OT
NIH, rpanTsl OT YiipaBiaeHuUsl 10 KOHTPOJIO KaueCTBa
MUIIEBBIX TPOYKTOB HIIeKapcTBeHHBIX cpeacTs CIIIA
(FDA), npyrue ot xomnanuu Boehringer Ingelheim,
a TaKkkKe JMYHBIE TOHOpaphl M HedUHAHCOBAS
nojjepxka or Vertex, MOMHMO HpPEICTaBICHHOMN
Hovater cooOmaer, 4ro

pabotel. [ocmomuu

nonyuun roHopapel oT doHaa MyKOBHCUIHI03a
CIIA 3a apyrytoo paboTy, HE CBA3aHHYIO C JIaHHOU
CTaThei, MOMUMO TMPEACTABICHHONH PabOTHI; TOKTOP
McKinzie coo0iaer o TUYHBIX TOHOpapax oT Vertex
Pharmaceutils, Inc., momMmMO TpeaCTaBICHHOMN
paboTtsr; mokTop Rabinowitz coobmiaeT o momydeHun
rpantoB oT ®onga wmykoBucuumoza CHIA mis
OTIIATHI TEPBOTO M BTOPOTO roja oOydyeHUs, TpaHTa
Ha npodnoarotoBky, RABI NO 1680, nomumo

npeacTaBieHHor paboTtel. Hu Ha omnHy wu3 pabor,

MMpEaACTaBICHHBIX B HaCTOAIICM 3aKJIFOYCHUU,

HC MOBJIHAINA YKa3aHHBIC BBIIIC HNCTOYHHUKH

¢unancupoBanusa. HMcrounuku ¢GuUHAHCUPOBAHUS,
MOAACPKUBAIOIIUC APYTUC TCKYLIUC HCCICIOBAHUAA,
HE UTPaJIM HUKAKOW POJTH HH B HAITMCAHUH ATOM CTaThH,

HU B pCHICHUHN NPCACTABUTH €€ IJIA HY6J'II/IK3HI/II/I.

Bknap aBTOpoB

®oun MB croncupoBan paboty komuTeTa Oolee
naByx Jet, compexacenarenem Ovumm D.K. u E.P.D.
D.K.
MTOKCKOB,

PYKOBOAWJI IIPOBEIACHUEM  JIMTEPATyPHBIX
MK.-F.  AM.G,

L.D. u M.J.B. npoBenu AONOJHUTEIBHBIN ITOUCK

OCYILIECTBIICHHBIX
JIATEpaTypbl MO HWHCTPYMEHTAM IAJUIMATUBHOTO

CKpUHHMHTA. YJEHBI KOMHTETa PACCMOTPEIIA H
KPUTHYECKHU MPOAHAIN3UPOBAIIA COOTBETCTBYIOIIYIO
JIUTEpaTypy, 4roonl copmMupoBaTh MU 0OOCHOBATH
NpeICTaBICHHBIC 37€Ch PeKOMeHanuu. Bee dieHs
KOMUTETA TMPOTOJIOCOBATM 3a pPEKOMEHIAINH |
BHECJIM CBOH BKJIaJl B HAITMCAHHUE U PEIICH3UPOBAHHE

CTaTbH.

UHdopmauusa o hmHaHCUpoOBaHUMU

JoxTop Kavalieratos coobmaer o rpantax ot @oHa
MYKOBUCIIMI03a,  HalMOHAJIBHBIX  HMHCTUTYTOB
snpaBooxpanenus (NHLBI; KOITHL133466) u ®onna
MwunbaHka, TONXYYCHHBIX BO BpEeMs IPOBEICHUS
UCCIIeIOBaHUs. ABTOPHI MONy4Yaan (PMHAHCUPOBAHUE
U aIMUHHUCTPATHUBHYI TOANIEpkKy oT DoHaa

mykoBuciugo3a CILIA.



21

HononHumenbHble Mamepuarbi

HononHutenbHoe npunoxeHune A1
Conepxanue

Bomnpocer PICO m1st movcka TaHHBIX B JIMTEpATypeE.
Crpaterus noucka B 6a3ax nanasix PubMed/Medline.

3. biok-cxema 0oOHapyXEHHBIX M TPOAHAIM3UPOBAHHBIX HCCIEAOBAHUN IS pa3paOOTKU pPEKOMEHIAIIHid
HA OCHOBAHHMH TPOTOKOJIA 0TOOpA MPEAMOYTUTENBHBIX ISl CUCTEMATHYECKUX 0030pOB M METa-aHAIU30B
COOOIIEeHUH 0 pe3ynbpTaTax UCCIIeTOBAHUIA.

4. brnok-cxeMa UWHCTPYMEHTOB OILIGHKH TOTPEOHOCTe B MaJUIMATUBHON TMOMOIIH, OIpPeIeICHHbBIX
pabouell rpynmnoi Mo CKpUHHUHTY M OlLeHKe (padoueil rpymmoil 3) Ha OCHOBaHMU IMPOTOKOJIA OTOOpa
MPEINOYTUTENBHBIX I CHUCTEMaTHYeCKHX O0030pOB M MeTa-aHaJM30B COOOIIEHUN O pe3ylbTarax
HUCCIIeq0BaHul

5. Crparerus aHanu3a paboueid TpyIIbl 10 CKPUHUHTY | OlleHKe (pabodei rpyrisl 3).



22

1. Bonpockl PICO gnga noncka gaHHbIX B iutepatype

Pabouas Kpumepuu exmouenus Kpumepuu uckniouenus
epynna
Mopean 1.1. Yem moarBep:kIaI0TCA MOAeIN OKAa3aHUS NAJUVIMATUBHONH moMomm | 3a0oneBaHus, OTpaHUYNBAIOLINE
maJjJma- | nanMeHTaMm,  CTpPajalIuuM  3a0o0jeBaHHeM,  OrPAHHYMBAIIIMM | IPOJODKUTEIBHOCTh  JKH3HH, HE
THBHO i | TPOAOIKUTEIBHOCTD KU3HU? CXO/IHBIE C MYKOBHCIHJIO30M, BKJIIOYAs
TMOMOIIH HeHpojIereHepaTHBHBIC 3a00IeBaHus,

Tonynayua: ONPEAENAIOTCS KaK MPOrpecCUpYIOLIMe 3a00JICBaHUs, CXOXKUE
C MYKOBHCLHMJIO30M B IUIaHE TEUEHHUs OONe3HH (T. €. HeCTaOWIBbHBI, KOTAa
MEpUOABl TUIABHOTO TEYEHUS YEPEAYIOTCS C TSIHKEIBIMH OOOCTPEHHSIMHU),
Opemst TIposiBJICHUI U Opemst 00Jie3HH (HAampuMep, CeprOBUAHO-KICTOUHAS
aHeMHs, MbIIIEYHass TUCTPO(Us, XpOHHUECKasi OOJIE3Hb IOYEK, JIeroyHas
TUNEPTEH3Us,, BPOXKAEHHBII MOPOK cepiua, OTJCNIbHbIE BapHUAHThI
XPOHHUYECKOH OOCTpYKTHBHOW Oosie3Hu sierkux, BUY, Hemeracrarnueckuit
paK U peBMaTOJIOTHYECKUE 3a00JICBAHIS).

Buewamenvscmeo:  ONUCHIBACTCS KaK «IaUIMATHBHAS TTOMOIIb» U (HJIN)
BKJIIOYAeT B ce0s Kak MUHHMYM JiB€ OOJNacTH MNaUTHATHBHON MOMOIIIH,
COOTBETCTBYIOIIME OIPEICICHUIO MpoekTa HalmoHaIbHOrO KOHCEHCyca
M0 KA4YeCTBEHHOW MAaJUIMATHBHON MOMOINK, WK 3a01aroBpeMeHHOE
IJTAHUPOBAHUE TTOMOIIN/00CYKACHUE 1IENeH TTOMOIIIH.

Cpasnenue: CTaHAAPTHOE JICUEHHE, PACIIMPEHHOE CTaHJApTHOE JICUEHHE,
KOHTPOJIb OCYILECTBICHUS YXOZa.

Hcxoowr: 0TueThl 00 UCCIIEOBAHUSIX, COAEPIKALLeE 110 KpaiiHel Mepe oauH
WM HECKOJBKO CIEAYIONINX OMPENIeNICHHBIX PE3YABTATOB OLEHKH: KaueCTBO
JKM3HH NAIMEHTA; TyXOBHOE OJarornoiy4ue; Gu3ndeckas i ICHXOJIOTrHuecKast
Harpyska, CBsI3aHHasi C CHMIITOMaMH; TUCTPECC, CBI3aHHBIN C CHMIITOMaMH;
OpeMsi Oo0J€3HU; HACTPOCHUE; HArpy3Ka JIMIA, OCYLIECTBISIOLIEIO YXOI;
3a0J1aroBpeMeHHOE IUIAHWPOBAHKE TOMOIIH; YOBJIETBOPEHHOCTH IIOMOIIBIO;
UCIIOJIB30BAHME MEIMIMHCKUX YCIyT; 3aTparthl Ha YXOI W JICUCHUE;
MIPOJOIDKUTEIBHOCTh YYacThsl B MPOrpaMMe MaJUTMATUBHOM MOMOIIN HIIH
HPOJIOJKUTEIIBHOCTh OKa3aHHs YCIIYT; KOJIMYECTBO MPOXKUTHIX JICT; MECTO
CMEpTH.

Takhe KakK JEMEHIIUsS, MeTacTaTU4eCKHUH
pak, u Jpyrue 3abojieBaHUsI C OCTPBIMH
MIPOSIBIICHUSMU B OTJENEHUSIX
WHTCHCHBHOM Tepanuu Uiu OOJbHUIAX.
WccnenoBanuss He OnMyONMKOBaHBI Ha
AHTJIMICKOM SI3BIKE.

Bmewamenvcmeo: nojipa3yMeBaeT
MPEAIOYTUTEIBHOE WIIN UCKITFOYUTEIbHOE
MPUMEHECHUE JICKAPCTBEHHBIX CPEACTB
(HanpuiMep, MOpPQHUH TpHU  OJBIIIKE),
WIA HCCIIEOBaHHE B OCTAJLHOM HE
COOTBETCTBYET MPEJCTaBICHHOMY
B JaHHOM  0030pe  ONpEACICHHUIO
«TaJUTMATUBHOM  IOMOILIM»  COIVIACHO
JTAaHHBIM MpOEKTa HanmonanbHoro
KOHCEHCyca 1o KaueCTBEHHOU
MaNInaTUBHON TTOMOIIIH.

Bmewamenvcmeo: OCYIICCTBJIACTCA
OPEANOYTUTEIIBHO UJIN UCKITIOUYUTECIIBHO B
OTHOLICHUHU YJICHA CEMBbHU, YXAXKUBAIOIICTO
3a 60J'II>HI)IM; BMCIIATCIbCTBO
OCYHICCTBIIACTCA IJIA TMOAACPKKH JIUII,
MOHECHINX yTpaTy OJIM3KOTO.

1.2. Yem nmoaTBep:KIAIOTCSI MO/EJIN OKA3aHUS NMAJUVIMATHBHOW MOMOLIH
nanueHTaM, CTPAAAIIUM MYKOBHCIIUI030M?

Tonynayus: NanyenTsl (IeTH U B3POCIIbe) ¢ MyKOBUCIIHIO030M.

Buewamenvcmeo:  onmMchIBaeTCS KaK «HaJUTHATHBHAS MOMOIIbBY M (HIJIH)
BKJIIOUAeT B ce0s OJIMH WK 00a CJICIYIOIINX IeMeHTa: 1) Kak MUHUMYM JIBE
00NacTH MaJUTHaTUBHOM TOMOIIH, COOTBETCTBYIOIIHE ONPEIETICHHIO IPOSKTa
HanunonanesHoro koHceHcCyca MO KaueCTBEHHOH MayNIMATUBHOM ITOMOIIH,
BKIIFOYasi 3a0J1aroBpeMEHHOE IUIaHMPOBAHUE ITOMOLIN/IETH TOMOIIH, JIHOO
2) Kak MHHUMYM [BE Opyrue oO0JacTH IpOsBIEHHS OpeMeHH Oose3HH:
MEIUIMHCKOE OpeMs; Harpys3ka, CBs3aHHAas C CHMIITOMaMH; JHCTPecc,
CBSI3aHHBII C CUMIITOMAaMH; OpeMsi CEMBH/IHUIA, OCYIICCTBISIOMICTO YXO/;
OpeMs1/CIIOKHOCTD JICUSHUSI.

,ZZMB’LZIZH uccnedosanus. BCE BapHUaHTBI Jn3aiHa HUCCIICA0BaHUA, BKIIIOYas
HCCJIICNOBAHUA IO YITYUIICHUIO Ka4CCTBA.

Cpasnenue: Bce BApHUAHTHI.

Hcxoowvl: oTdeThl 00 MCCIEIOBAHUAK, COJCPKAIIME 110 KpaHEeH Mepe OfuH
WU HECKOJIBKO CJICIYIOIINX ONPEEICHHbBIX PE3yIbTaTOB OLEHKU: KaueCTBO
JKH3HU TTAIEeHTa; TyXOBHOE Oarononyyne; Gpu3ndeckas i ICHX0JI0TnaecKast
Harpy3ka, CBsi3aHHasi C CUMIITOMaMH; JUCTPECC, CBSI3aHHBIA ¢ CUMIITOMAaMH;
OpemMsi O0JIE3HN; HACTPOCHME;, HATpy3Ka JIHIA, OCYLIECTBISIOLNIETO YXOI;
3a01aroBpeMEHHOE [IaHUPOBAHUE IOMOLIH; YIOBIETBOPEHHOCTh IIOMOLIBIO;
WCIIONb30BAHNE MEIULIUHCKUX YCIYT; 3aTpaTbl Ha YyXOd H JICYCHHE;
MPOJOKUTEIBHOCTh YYaCTHsI B NPOrpaMMe IMaNIMaTUBHONM MOMOIIM WM
MIPOJOJDKUTETBHOCT OKAa3aHHS YCIIYT; MECTO CMEPTH.

HWccnenoBanus MAIMEeHTOB, HE
CTPaJAIOUINX MYyKOBHCLIHI030M.
IIpoune KpUTEpUn UCKJIIOUYEHUS

AQHAJIOTMYHBI YKa3aHHBIM B II. 1.1.
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HaBbiknu
OKa3aHus
majajama-
THUBHOM
TIOMOIIIH

2.1. KakumMu 3HaHMSIMH WM HaBBIKAMH [O0JLKHBI 00/1a1aThb Bpauu
NMEePBUYHOIO 3BeHAa (TO €eCcTh He CHEeNHAJHUCTHI 10 OKA3aHUIO
NMAJJIHATHBHOM NMOMOIIHK), 3200TSAIIMECS 0 MANMEHTaX C Cepbe3HBIMHU
3a00J1eBaHusIMu ?

Tonynsyus: Bpadu IEPBUYHOTO 3BeHa (BpauM MEPBUYHOI TOMOILH HJIN BpadH-
CIICIIMAJIICTEL, HO HE B 00JIaCTH MAJTMAaTHBHOI IIOMOIIH), OCYILECTBIISIOIINE
noMolb nanueHraM (npu MB U apyrux aHanornuHeX 3a00JIEBAHUSIX; CM.
onpezenenue B 1. 1.1 PICO).

Buewamenvcmeo: o0yuenue 1) 0a30BbIM HpPUHLUNAM MEIULUHCKOI
MTOMOIITH, SMOI[HOHAILHON U JIyXOBHOW MOJICPKKH, 2) IpaBUiaM OOIICHUS,
OTpEe/ICNCHHsT LIeJIeil TTOMOIIM, MPUHATHS peIleHUH, 3a0IaroBpeMeHHOro
TUTAHUPOBAHUS TTIOMOIIHU U (WiIK) 3) MOMOIIM B KOHIIC KU3HU M TOAJCPIKKH
Ipu yTpare 6IU3KOro.

ﬂu&’aﬁl—l uccnedo6aHusl: BCe BapHaHThI, BKJIIOYasl Ka4€CTBCHHbLIC JIU3aHBI U
ABTOPCKHEC CTATHH.

Cpasnenue: He TIPUMEHUMO.

Hcxoovr: 1) camoolieHKa MEIMIMHCKOTO CIEHHAIUCTa 10 BOMPOCAM
3HaHUS a) 0a30BBIX MPAaBUII OCYIICCTBICHUS MOMOIIM B (HU3HYESCKOM,
SMOIMOHAILHOM U JYXOBHOM IIJIaHe, 0) MpaBuil OOIICHHS, ONPEICIICHHS
Lenel MOMOIIM, HPUHATHS PEIICHUH, 3a01aroBpeMEHHOTO TIAHUPOBAHHS
MOMOIIM U (MJM) B) MOMOIIM B KOHIC JKM3HH, TOMJCPKKH TPU YTpaTe
Onu3Koro; 2) 3aJI0KyMEHTHUPOBAaHHAs OLIEHKAa M (MJIM) OCYLIECTBICHHUE a)
0a30BbIX PUHIIMIIOB MEAMIIUHCKOM MOMOIIH, SMOLMOHAIBHOW U JTYXOBHOM
MOJTICPIKKH 0) OOIIEHHUST, OTIPEICIICHHUS LIeIIeH ITOMOILIY, MPUHSATHS PEIICHU,
3a0JIarOBPEMEHHOTO IJIAHUPOBAHMS TIOMOIIX U(MJIH) B) TOMOIIH MAI[MEHTaM
B KOHIE >KU3HM, HOAJEPIKKU @pu yTpare Omuskoro; 3) cooOliaeMble
MAIMeHTaMH Pe3yabTaThl B OTHOIICHHH a) OCYIIECTBICHHMS IOMOLIM B
(br3HIEeCKOM, SMOIOHATIBHOM U TyXOBHOM IUTaHe, 0) OOILEHHSI, OTIPEeIeIICHUS
Henel MOMOIIM, NMPHHATHS PEIlCHUH, 3a0JaroBpeMEeHHOrO IUTAaHUPOBAHMS
MOMOIIY M(WJTH) B) TIOMOIIM MAIIUEHTAM B KOHIIE JKU3HH, HOIACPIKKH MPH
yTpare OJIM3KOTO.

HaBbikn
OKa3aHHUA
nmajajama-
THBHOM
TIIOMOIIIH

2.2. KakuMu 3HAHUSIMH ¥ HABBIKAMH JIOJIKHBI 00J121aTh CIEIHAJTHCTDI
NMAJJIHATHBHOM MOMOIIH, 3200 TSAIIHECS 0 JIOAAX € CePbe3HBIMU
3a00J1eBaHusIMH ?

Honyﬂ}muﬂ: CIICIIUATTUCTBI MMaJTHATHBHOM TITOMOIIH, OKAa3bIBAKOIIHC
TMOMOIIb MaMUE€HTaM € CEPbE3HBIMU 3a00JICBaHUSIMHU (MB 1 aHAJIOT'MYHbIC

3a00JIeBaHMsI; ONPE/ICIICHHE MPEICTaBIeHO B I1. 1.1.).

Bmewamenvcmeo: obydyenue 1) najaiuaTuBHON nomouy tonsim ¢ MB u 2)
MaJTHATHBHOMN MOMOIIH JIFOASAM C APYTHMH CePbe3HBIMHU 3a00IeBAHIAMH.

,Hu:s’aﬁn uccne0osanus: BCe BapUAHTEI.
Cpaez—teﬁue: HE IPUMCHUMO.

Hcxoowr: 1) caMOOIleHKa TI0 BOIPOCAM OKA3aHUS MaITMaTHBHOM ITOMOIIN
a) mamueHtam ¢ MB u (wim) 6) mammeHtamM ¢ APYTUMH CEPbe3HBIMU
3a001eBaHUAMH; 2) cOOOIIaeMble MalHEHTaMH PEe3yIbTaThl B OTHOIICHUH
MaJUIMaTUBHON HOMOLIM a) manueHTaMm ¢ MB u 0) manuentam ¢ ApyruMu
Cepbe3HBIMH 3a00IeBAHHUAMH.
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Onenka
norpeo-
HOCTH B
maJjJjma-
THBHOM
TMOMOIIIH

3.1. Kakume cylmecTBylOT MHCTPYMEHTbl [ OLEHKH TOro,
YAOBJIETBOPSIOTCSA JIM MOTpedHOoCcTH Jiofeil ¢ MB (uim anajJoruuHbIMu
3a00/1eBaHUSIMH) B NAJJMATHBHOH TNMOMOIIM WJIM TOTPEOHOCTH JIMIL,
OCYLIECTBJISIIOLIUX YXO/ 32 HUMH, B Pa3IMYHBIX 00aacTsax?

THonynayusa: 1) muiia ¢ MB Bcex BO3pacToB M Ha BCEX CTaIUsIX 3a00JICBaHMS,
BKJIIOYasi a) Ha MOMEHT ITOCTaHOBKH JMarsosa, 0) muiaame 18 set, B) 18
JeT W cTapuie, T) A0 WM I0Cjie TPAHCIUIAHTALMN JIETKUX WM INCYESHH, [)
B KOHIIC ’KM3HHU; 2) JIMIA, OCYLIECTBIAIONIME yXOJ 3a nanueHtamu ¢ MB
BCEX BO3PACTOB M Ha BCEX CTagusAX 3a0o0ieBaHMs, BKJIIOYAs a) HA MOMEHT
MMOCTAHOBKH JMarHosa, 0) muaame 18 ser, B) 18 ser u crapiie, ) 10 HIX
HOC/Ie TPAHCIUIAHTAUMKM JIETKUX WM MEe4YeHH, J) B KOHLE JKU3HU; H 3)
MAIMEHTHl C aHAJIOTUYHBIMU 3200JI€BaHUSAMH, KaK onpezaeneHo B 1. 1.1,

Buewamenscmeo: UCCneJOBaHUs B IEISIX MPOBEICHUSI WU TIOATBEPKICHHUS
CTaHIaPTH3UPOBAHHBIX OLICHOK, CBSI3aHHBIX C MOTPEOHOCTSMH B yCIIyrax
B OIHOM WM HECKOJBKUX OONAcTSX MaJUIMATUBHON MOMOIIM, BKIIOYAs
MHOTOMEpHbIE HHCTpYMeHTHI (Hanpumep, HRQoL): 1) uHCTpyMEHTBI OLICHKH
COO00IIaeMBIX TALUEHTAMH PE3YJABTATOB, 2) HHCTPYMEHTHI CAMOOLICHKH JIHII,
OCYIIECTBISIFOLINX YXO[, 3) MpoYne CTaHIaPTH3UPOBAHHBIC MHCTPYMEHTBI
OLCHKH, B TOM YHCIIE IOJHOCTHIO WJIM YAaCTHYHO CTPYKTYPUPOBaHHBIC
HHTEPBEIO.

OOnacTi  MaIMaTUBHOM MOMOIIM:  (PU3UYECKHE CHMITOMBI,
NCUXOJOTHYCCKUE CHMITOMBI M (W) COCTOSIHHS;, KadeCTBO IKHU3HM;
3a0JaroBpeMEHHOE IUIAHUPOBAaHHE T[OMOUIM; MPUHITHE PELICHHH 110
BOIPOCAM MEMIMHCKOTO OOCIY)KHBAHUS, TyXOBHBIC BOIPOCHI, Ka4€CTBO
JKH3HU JIUII, OCYIIECTBILSIIONIMX YXOJ; ICHXOJIOTHUECKIE CHUMITOMBI U (WJIHN)
COCTOSIHUSI JIHLI, OCYIICCTBIISIOIINX YXOI, Opemsi/CTpPecc, HCIBIThIBACMBIi
JIMLAMU, OCYIIECTBISIOIUMHU YXOI.

,ZZMB’GIZH uccred0B8aHus: BCe BapHUaHTBI.
CpaeHeHue: HC IPUMEHUMO.

HcxoOvbl: He IPUMEHUMO.
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2. Ctpaterus noucka B 6asax gaHHblx PubMed/Medline *

Hwxe npencraBiiena crparerus movcka, paspadoransas ais 6a3 nanaeix PubMed/Medline. Ctpareruu mo-
WCKa JUTSl PYTUX UCTIONb3yeMbIX Oubnuorpaduieckux 6a3 JaHHBIX OyIyT MPEICTaBIICHbI 110 3arpocy.

* [Ipumeuanue pedakmopa nepeeooa: ABTOPCKas CTpATerus MOMCKA B aHIVION3BIUHBIX 0a3ax qaHHbIX PubMed/Medline npuBoauTcs 31ech B €€ OpUTHHAIBHOM
BHJE, 0e3 mepeBojia Ha PyCCKHIA sI3bIK, OCKOIBKY [IEPEBOJ 3aTPY/AHIII ObI IOHMMAHUE HCCIIC0BATEIBCKON CTPATEI UK YUTATEIIEM.

((((((«Cystic Fibrosis»[Mesh] OR Cystic Fibrosis Foundation[Corporate Author] OR ECORN-CF Study Group[Corporate Author]
OR ECORN-CF[ALII Fields] OR «European cystic fibrosis»[All Fields] OR “European Cystic Fibrosis Society”’[Corporate Author] OR
ECFS Board[Corporate Author] OR “European Cystic Fibrosis Society (ECFS) and the ECFS Clinical Trial Network™[Corporate Author]
OR “European Cystic Fibrosis Society Clinical Trial Network Standardisation Committee”’[ Corporate Author] OR “International
Committee on Mental Health”[Corporate Author] OR “ERS/ECFS Task Force on Provision of Care for Adults with Cystic Fibrosis in
Europe”[Corporate Author] OR «Journal of cystic fibrosis : official journal of the European Cystic Fibrosis Society»[Jour] OR “US Cystic
Fibrosis Foundation and European Cystic Fibrosis Society”[Corporate Author] OR «Cystic Fibrosis»[All Fields] OR “cystic lung
disease”[tw] OR «CF Foundation»[tw] OR “CF liver’[tw] OR «CF lung»[tw] OR “CF pancreas”[tw] OR CF-related[tw] OR CFRD[tw]))
AND (((«Hospice Caren[Mesh] OR «Hospice and Palliative Care Nursing»[Mesh] OR «Hospices»[Mesh] OR «Life Support
Care»[Mesh:NoExp] OR «Palliative Caren[Mesh] OR «Palliative Medicine»[Mesh] OR «Terminal Care»[Mesh] OR «Terminally
II»[Mesh] OR «Actively dying»[tw] OR «End of life»[ All Fields] OR EOL[tiab] OR “goals of care”’[tw] OR hospice*[tiab] OR
hospice*[ot] OR “imminently dying”[tw] OR “life support”[tw] OR «Last year of life»[tiab] OR Palliative[tw] OR Palliative[ot] OR
Palliative care[ot] OR “Pediatric end-of-life care”’[ot] OR «place of death»[tw] OR “preferred place of care and death”[ot] OR «site of
death»[tw] OR “symptom assessment’’[tiab] OR “Symptom burden”’[tw] OR “Symptom control”[ot] OR “symptom distress”[tw] OR
“symptom management”’[tw] OR «terminal care»[tw] OR «terminal illness»[tw] OR terminal patient*[tiab] OR «Terminal phase»[tw] OR
«terminal stage»[tiab] OR «terminal stages»[tiab] OR “terminally illI”’[tw])) OR («Advance Care Planning»[Mesh] OR
«Aftercaren[Mesh:NoExp] OR «Attitude to Death»[Mesh] OR «Bereavement»[Majr] OR «Caregiversy[ MAJR] OR
«Communication»[Majr:NoExp] OR «Ceritical Illness»[MAJR] OR «Depression»[Majr] OR «Disease Progression»[Mesh] OR
«Dyspnea»[Mesh] OR «Fatigue»[Majr] OR «Interdisciplinary Communication»[Majr] OR «Life Expectancy»[Mesh] OR «Long-Term
Care»[Majr] OR “Pain/drug therapy»[Majr:NoExp] OR «Pain/prevention and control»[Majr:NoExp] OR “Pain Management»[Majr] OR
«Pain Measurement»[Majr] OR «Patient Care Team»[Mesh:NoExp] OR «Patient Comfort»[Mesh] OR «Patient Satisfaction»[Majr] OR
«Prognosisy[Mesh:NoExp] OR «Quality of Lifex[Mesh] OR «Respiration, Artificial»[Mesh] OR «Resuscitation Orders»[Mesh] OR
«Spirituality»[Mesh] OR «Advance Care Planning»[ot] OR «Advance care planning»[tiab] OR «advance directives»[tw] OR «advanced
directives»[tw] OR bereavement[ot] OR bereave*[title] OR Burden[ot] OR “Burden of treatment”[ot] OR “care coordination”[tiab] OR
“care transitions”[tiab] OR “Caregiver burden”[ot] OR “comfort care”[tiab] OR “comforting measures”’[ot] OR communication[ot] OR
“critically ill”[tiab] OR “critical illness”[tiab] OR depress*[tiab] OR decision-making[ot] OR “disease burden”[tiab] OR “disease
progression”[ot] OR “do not resuscitate”[tw] OR Dyspnea[tw] OR Dyspnoea[tw] OR «end stage»[tw] OR “family-centered care”[ot] OR
“family-centred care”[ot] OR “family meetings”[ot] OR “Future Care Planning”[tiab] OR Interdisciplinary[tiab] OR “Information
needs”’[ot] OR “Interprofessional communication”[ot] OR interprofessional team*[ot] OR “Life expectancy”[ot] OR «Life-limiting»[tiab]
OR Life-limiting[ot] OR life-threatening diagnos*[tiab] OR «life-threatening illness»[tiab] OR «limited survival»[tiab] OR “living
will”’[tw] OR “mechanical ventilation”[tw] OR Mortality[ot] OR Multidisciplinary[tiab] OR “Multidisciplinary management’[ot] OR
“multidisciplinary team”[tiab] OR «Patient Satisfaction»[ot] OR «quality of life»[tw] OR QOL[tiab] OR Prognosis[tiab] OR Prognosis[ot]
OR Prognostication[tiab] OR Prognostic disclosure*[tiab] OR Psychological[ot] OR Psychology[ot] OR Psychosocial[ot] OR “serious
illness”[ot] OR “seriously ill”’[tiab] OR spiritual*[tw] OR «supportive care»[tw] OR Survival[ot] OR symptom assessment[ot] OR
Symptom burden[tw] OR “Symptom control”’[tw] OR “symptom distress”[tw] OR “symptom management”[tiab] OR team[tiab] OR
team-based care[ot] OR “treatment burden”[tw])))) OR (((«Cystic Fibrosis»[Mesh] OR «Bodily Secretions»[Mesh:NoExp] OR «Mucus/
secretion»[Mesh:noexp] OR “Lung Transplantation”[MAJR] OR Cystic Fibrosis Foundation[Corporate Author] OR ECORN-CF Study
Group[Corporate Author] OR ECORN-CF[AII Fields] OR «European cystic fibrosis»[All Fields] OR “European Cystic Fibrosis
Society”’[Corporate Author] OR ECFS Board[Corporate Author] OR “European Cystic Fibrosis Society (ECFS) and the ECFS Clinical
Trial Network”[Corporate Author] OR “European Cystic Fibrosis Society Clinical Trial Network Standardisation Committee”[Corporate
Author] OR “International Committee on Mental Health”’[Corporate Author] OR “ERS/ECFS Task Force on Provision of Care for Adults
with Cystic Fibrosis in Europe”[Corporate Author] OR «Journal of cystic fibrosis : official journal of the European Cystic Fibrosis
Society»[Jour] OR “US Cystic Fibrosis Foundation and European Cystic Fibrosis Society”’[Corporate Author] OR «Cystic Fibrosisy[All
Fields] OR “cystic lung disease”[tw] OR «CF Foundation»[tw] OR “CF liver”[tw] OR «CF lung»[tw] OR “CF pancreas”[tw] OR CF-
related[tw] OR CFRD[tw] OR “CFTR-related”[tiab] OR Respiratory secretion[ot])) AND («The American journal of hospice care»[Jour]
OR «The American journal of hospice & palliative caren[Jour] OR «Annals of palliative medicine»[Jour] OR «BMC palliative care»[Jour]
OR «BMIJ supportive & palliative care»[Jour] OR «Current opinion in supportive and palliative care»[Jour] OR «Death Educ»[jour] OR
«Death Stud.»[jour] OR «The Hospice journal»[Jour] OR «Indian journal of palliative care»[Jour] OR «International journal of palliative
nursing»[Jour] OR «Journal of hospice and palliative nursing : JHPN : the official journal of the Hospice and Palliative Nurses
Association»[Jour] OR «Journal of geriatrics and palliative care»n[Jour] OR «Journal of neuropathic pain & symptom palliation»[Jour] OR
«Journal of pain & palliative care pharmacotherapy»[Jour] OR «Journal of pain and symptom management»[Jour] OR «Journal of
palliative care»[Jour] OR «Journal of palliative medicine»[Jour] OR «Journal of social work in end-of-life & palliative care»[Jour] OR
«Omega (Westport).»[jour] OR «Palliative & supportive care»[Jour] OR «J Support Oncol»[jour] OR «Palliative care»[Jour] OR
«Palliative medicine»[Jour] OR «Progress in palliative care»[Jour] OR «Supportive care in cancer : official journal of the Multinational
Association of Supportive Care in Cancer»[Jour]))) OR (CFQoL[tw] OR “QUAL-E”[ti] OR «CF-CARES»[tw] OR CF-MBQJ[tiab] OR
“Chronic Respiratory Questionnaire”’[tiab] OR CF-MBQ|tiab] OR CF-SPS[tw] OR CFQoL[tw] OR CFQ-R[tw] OR “Cystic Fibrosis
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Questionnaire”[tw] OR “Cystic Fibrosis Questionnaire-Revised”[tiab] OR “Cystic Fibrosis Respiratory Symptom Diary”[tw] OR
CFRSD[tiab] OR “FoP questionnaire”[tiab] OR “ProPal-COPD”[tw] OR ReS-CF[tiab] OR “STARx Questionnaire’[tiab] OR “STARx-P
Questionnaire”[tiab])) OR ((«Palliative Care»| MAJR] OR «Hospice and Palliative Care Nursingy[ MAJR] OR «Palliative

Medicine»] MAJR] OR «Palliative Carex»[ti]) AND (instruments[ti] OR measures[ti] OR «QUAL-E»[tiab] OR scale*[ti] OR score*[ti] OR
toolkit*[ti] OR tools[ti]))) OR ((«generalist palliative care»[tw] OR “primary palliative care”[tw] OR palliative care curricula [All Fields]
OR palliative care curriculum[All Fields] OR «SECTION ON HOSPICE AND PALLIATIVE MEDICINE»[Corporate Author]))) OR
(((«Hospice and Palliative Care Nursing/education»[Mesh] OR «Palliative Medicine/education»[Mesh] OR «Palliative Care/
manpowern[Mesh] OR “Palliative Care/organization and administration»[Mesh] OR “Palliative Care/standards»[Mesh] OR «palliative care
cliniciansy»[tw] OR «palliative care clinician»[tw] OR hospice clinician*[tw] OR “integrated palliative care”[tiab] OR “palliative care
service”[tiab] OR palliative care specialist*[tiab] OR “specialised palliative care”[tiab] OR “specialist palliative care[tiab] OR
“specialized palliative care”[tiab]) AND («Attitude of Health Personnel»[ MAJR:NoExp] OR «Clinical Competence»[Mesh] OR
«Competency-Based Educationn[Mesh] OR «Computer-Assisted Instruction»] MAJR] OR «Curriculum»[Mesh] OR
«Education»[Majr:NoExp] OR “education”[Subheading] OR «Education, Distance»| MAJR] OR «Education, Professional»y[Mesh] OR
«Educational Measurement»[Mesh] OR «Educational Personnel»[ MAJR] OR «Educational Status»[Majr] OR «Educational
Technology»[Majr] OR «Health Knowledge, Attitudes, Practice»[Majr] OR «Health Occupations/educations[Mesh] OR «Health
Personnel/education»[Mesh] OR «Learning»[Majr] OR «Models, Educational»[Mesh] OR «Needs Assessment»[Mesh] OR «Professional
Competence»[Mesh] OR «Schools, Health Occupations»[Majr] OR «Students, Health Occupations»[Majr] OR «Teaching»[Mesh] OR
«Training Support»[Majr] OR Class[ti] OR “clinical competence”[tiab] OR Course[ti] OR “communication course’[tiab] OR “Course
goals”[tiab] OR “Course objectives”[tiab] OR Coursework[tiab] OR “Course work[tiab] OR Curricula[tw] OR curricular[tiab] OR
curriculum[tw] OR “e-learning”[tiab] OR education[ot] OR “educational interventions”[ot] OR “entrustable professional activities™[tiab]
OR Instruction*[ti] OR “instructional design”[tiab] OR “instructional techniques” [tiab] OR “Interprofessional education”[tiab] OR
learning[ti] OR “Learning objectives”[tiab] OR” Medical educational”’[tiab] OR “needs assessment’[tw] OR “Peer learning”[ot] OR
Skills[tw] OR «Specialization»] MAJR] OR Student*[ti] OR Teaching[tiab] OR “Team Training”[ot] OR trainee*[ti] OR Training[tw]))
AND ((«Acquired Immunodeficiency Syndrome»[Majr] OR «Anemia, Sickle Cell»[Majr:NoExp] OR «Catastrophic Illness»[Mesh] OR
«COPD, Severe Early-Onset» [Supplementary Concept] OR “cystic fibrosis”[All Fields] OR «Dyspnea»[Majr] OR «Heart Defects,
Congenitaly[Majr] OR «HIV Infections»[Majr] OR «Hypertension, Pulmonary»[Majr] OR «Intensive Care Units, Pediatricn[Majr] OR
«Organ Transplantation»[Majr] OR «Parents/psychology»[Majr] OR «Pediatricsy[Majr:NoExp] OR «Pulmonary Disease, Chronic
Obstructiven[Majr] OR «Pulmonary Fibrosisn[Majr] OR «Pulmonary Medicine»[Mesh] OR «Renal Insufficiency, Chronic»[Majr] OR
«Respiratory Therapy»[Majr] OR «Transition to Adult Care»| MAJR] OR «advanced cancer» [ti] OR «advanced disease»[tiab] OR
«advanced heart»[ti] OR «advanced illness»[tiab] OR «advanced liver»[ti] OR «advanced lung»[tiab] OR advanced stage*[ti] OR
Breathlessness[tw] OR «Breathlessness service»[ot] OR outcomes[ti] OR «Chronic disease»[tiab] OR «chronic lung»[tw] OR «Chronic
obstructive pulmonary disease»[ot] OR «Chronic obstructive pulmonary disease»[ti] OR COPDJ[ti] OR «End-stage renal disease»[tw] OR
HIV[ot] OR «idiopathic pulmonary fibrosis»[ot] OR «lung disease»[ot] OR “lung neoplasms”[ot] OR «mechanical ventilation»[tw] OR
Oncology[ti] OR Paediatric[ti] OR «paediatric nursing»[ot] OR «Paediatric palliative care»[tiab] OR Pediatric*[ot] OR «pediatric end of
lifen[tiab] OR pediatric hematology/oncology[ot] OR «pediatric intensive care»[ot] OR «pediatric oncology»[tw] OR «pediatric palliative
care»[tw] OR «progressive lung»[tiab] OR «Pulmonary arterial hypertension»[tw] OR «Pulmonary disease»[ot] OR Pulmonologist*[ot]
OR «renal failure»[ti] OR Respiratory[ti] OR «serious illness»[ti] OR «seriously ill»[ti] OR «transition care»[ot] OR «transitional care»[tw]
OR «transition-to-care»[tw] OR “Transitions in Care”’[ot] OR «transition of care»[tiab] OR transplant[ti] OR transplantation[ot] OR
«advanced lung»[tiab] OR advanced respiratory[ot] OR «chronic lung»[tw] OR chronic respiratory[ti] OR «End-stage kidney
disease»([tiab] OR «End-stage pulmonary disease»[ot] OR «end-stage renal disease»[ti] OR «Pulmonary rehabilitation»[ot] OR pulmonary
re-transplantation[ot] OR pulmonologist*[tw] OR «Respiratory conditions»[tw] OR respiratory disease*[tw]) OR (“life limiting»[tw] AND
respiratory[tw])))) OR (((palliative care model[tw] OR palliative care models[tw])) OR ((«Models, Educational»[Mesh] OR «Models,
Nursing»[MAJR] OR «Models, Organizational»s[ MAJR] OR Coaching[tiab] OR Model*[ti] OR Modeling[ot] OR “model of care”[tw] OR
“models of care”[tw]) AND (Hospice[ti] OR hospices[ti] OR Palliative[ti] OR terminally[ti])))) OR (((((((«Hospice Care»[ MAJR] OR
«Hospice and Palliative Care Nursing»y[MAJR] OR «Hospicesy[ MAJR] OR «Palliative Care»[Majr] OR «Palliative Medicine»[Mesh] OR
«Terminal Care»[MAJR] OR «Terminally IlI»[MAJR] OR «Actively dying»[tw] OR «End of life»[All Fields] OR EOL[tiab] OR “goals of
care”[tw] OR hospice*[ti] OR hospice*[ot] OR “imminently dying”[tw] OR «Last year of life»[ti] OR Palliative[ti] OR Palliative care[ot]
OR Pediatric end-of-life care[ot] OR “symptom assessment™[ti] OR “Symptom burden”[tiab] OR “Symptom control”’[ot] OR “symptom
distress”[tiab] OR “symptom management”[tw] OR «terminal care»[tiab] OR «terminal illness»[tiab] OR terminal patient*[ti] OR
“terminally ill”[tw])) AND («Consensus»[Majr] OR «Consensus Development Conferences as Topicy[Majr] OR «Consensus Development
Conference» [Publication Type] OR «Ceritical Pathways»[Mesh] OR “Evidence-Based Practice»] MAJR] OR «Guideline»[Publication
Type] OR «Guideline Adherence»[MAJR] OR «Guidelines as Topic»[Mesh] OR «Meta-Analysis» [Publication Type] OR «Meta-Analysis
as Topicy[Mesh] OR «Practice Guideline» [Publication Type] OR «Review»[pt] OR «Standard of Care»[Mesh] OR «Standing
Orders»[Majr] OR «standards»[ti] OR “best practice”[tw] OR Consensus[tiab] OR “Critical pathways”’[tw] OR Guideline[tw] OR
Guidelines[ot] OR “Standards of care”[ot] OR “systematic review”[ti]))) AND (((((«Acquired Immunodeficiency Syndrome»[Majr] OR
«Anemia, Sickle Cell»[Majr:NoExp] OR «Catastrophic Illnessy[Mesh] OR «COPD, Severe Early-Onset» [Supplementary Concept] OR
“cystic fibrosis”’[All Fields] OR «Dyspnea»[Majr] OR «Heart Defects, Congenital»[Majr] OR «HIV Infections»[Majr] OR «Hypertension,
Pulmonary»[Majr] OR «Intensive Care Units, Pediatricy[Majr] OR «Organ Transplantation»[Majr] OR «Pediatrics»[Majr:NoExp] OR
«Pulmonary Disease, Chronic Obstructive»[Majr] OR «Pulmonary Fibrosisy[Majr] OR «Pulmonary Medicine»[Majr] OR «Renal
Insufficiency, Chronic»[Majr] OR «Respiratory Therapy»[Majr] OR «Transition to Adult Care»] MAJR])) OR («advanced cancer» [ti] OR
«advanced disease»[ti] OR «advanced heart»[ti] OR «advanced illness»[ti] OR «advanced liver»[ti] OR «advanced lung»[tiab] OR
“advanced stages”[ti] OR Breathlessness[tiab] OR «Breathlessness service»[ot] OR “caregiver outcomes”[ti] OR «chronic lung»[tw] OR
«Chronic obstructive pulmonary disease»[ot] OR «Chronic obstructive pulmonary disease»[ti] OR COPD][ti] OR «End-stage renal
disease»[ti] OR HIV[ot] OR «idiopathic pulmonary fibrosis»[ot] OR «lung disease»[ot] OR “lung neoplasms™[ot] OR «mechanical
ventilation»[tiab] OR Oncology[ti] OR Paediatric[ti] OR «paediatric nursing»[ot] OR «Paediatric palliative care»[tiab] OR Pediatric*[ot]
OR «pediatric end of lifen[tiab] OR “pediatric hematology/oncology”[ot] OR «pediatric intensive care»[ot] OR «pediatric oncology»[ti]
OR «pediatric palliative care»[tw] OR «progressive lung»[tiab] OR «Pulmonary arterial hypertension»[tw] OR «Pulmonary disease»[ot]
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OR Pulmonologist*[ot] OR «renal failure»[ti] OR Respiratory[ti] OR «serious illness»[ti] OR «seriously ill»[ti] OR «transitional care»[tw]
OR “Transitions in Care”[ot] OR «transition of care»[tiab] OR transplant[ti] OR transplantation[ot])) OR («advanced lung»[tiab] OR
advanced respiratory[ot] OR «chronic lung»[tw] OR chronic respiratory[ti] OR «End-stage kidney disease»[tw] OR «End-stage pulmonary
disease»[ot] OR «end-stage renal disease»[ti] OR pulmonary re-transplantation[ot] OR pulmonologist*[tw] OR «Respiratory
conditionsy»[tiab] OR respiratory disease*[ti])) OR (“life limiting»[tw] AND respiratory[tw])))))) OR (((((«Checklist»y[Majr] OR «Forced
Expiratory Volume»[Mesh] OR «Respiratory Function Tests»[Mesh] OR checklist[tiab] OR “FEV1”[tw] OR “FEV(1)”[ot] OR Leicester
Cough Questionnaire*[tiab] OR LifeCourse[tiab] OR “London Chest Activities”[tiab] OR «Lung Clearance Index»[tw] OR «lung
allocation score»[All Fields] OR “Respiratory Distress Observation Scale”[tiab] OR «respiratory symptom diary»[tiab] OR “Respiratory
Symptom Questionnaire”’[tw] OR “Saint George’s Respiratory Questionnaire”[tiab] OR “St George’s Respiratory Questionnaire”[tiab] OR
SGRQY[tiab] OR” Sino-Nasal Outcome Test”[tw] OR “SN-5"[tw] OR SNOT-14[tw] OR SNOT-22[tw])) AND («Hospice Care»[Mesh] OR
«Hospice and Palliative Care Nursing»[Mesh] OR «Hospices»[Mesh] OR «Life Support Care»[Mesh:NoExp] OR «Palliative Care»[Mesh]
OR «Palliative Medicine»[Mesh] OR «Terminal Care»[Mesh] OR «Terminally Ill»[Mesh] OR «Actively dying»[tw] OR «End of life»[All
Fields] OR EOL[tiab] OR “goals of care”[tw] OR hospice*[tiab] OR hospice*[ot] OR “imminently dying”’[tw] OR “life support”[tw] OR
«Last year of lifen[tiab] OR Palliative[tw] OR Palliative[ot] OR Palliative care[ot] OR Pediatric end-of-life care[ot] OR «place of
death»[tw] OR “preferred place of care and death”[ot] OR «site of death»[tw] OR “symptom assessment”[tiab] OR “Symptom burden”[tw]
OR “Symptom control”[ot] OR “symptom distress”’[tw] OR “symptom management”[tw] OR «terminal care»[tw] OR «terminal
illness»[tw]))) AND ((«Acquired Immunodeficiency Syndrome»[Majr] OR «Anemia, Sickle Cell»[Majr:NoExp] OR «Catastrophic
Illness»[Mesh] OR «COPD, Severe Early-Onset» [Supplementary Concept] OR “cystic fibrosis”[All Fields] OR «Dyspnea»[Majr] OR
«Heart Defects, Congenital»[Majr] OR «HIV Infections»[Majr] OR «Hypertension, Pulmonary»[Majr] OR «Intensive Care Units,
Pediatric»[Majr] OR «Organ Transplantation»[Majr] OR «Parents/psychology»[Majr] OR «Pediatrics»[Majr:NoExp] OR «Pulmonary
Disease, Chronic Obstructive»[Majr] OR «Pulmonary Fibrosis»[Majr] OR «Pulmonary Medicine»[Mesh] OR «Renal Insufficiency,
Chronic»[Majr] OR «Respiratory Therapy»[Majr] OR «Transition to Adult Care»]MAJR] OR «advanced cancer» [ti] OR «advanced
cancer»[ot] OR «advanced disease»[tiab] OR «advanced heart»[ot] OR «advanced illness»[tiab] OR «advanced liver»[tiab] OR «advanced
lungy»[tiab] OR “advanced stage’[ti] OR Breathlessness[tw] OR «Breathlessness servicen[ot] OR «Chronic disease»[tw] OR «chronic
lung»[tw] OR «Chronic obstructive pulmonary disease»[ot] OR «Chronic obstructive pulmonary disease»[ti] OR COPD[ti] OR «End-stage
renal disease»[tw] OR HIV[ot] OR «idiopathic pulmonary fibrosis»[ot] OR Incurable[tiab] OR «lung disease»[ot] OR lung neoplasms[ot]
OR «mechanical ventilation»[tw] OR Oncology[ti] OR Paediatric[ti] OR «paediatric nursing»[ot] OR «Paediatric palliative care»[tiab] OR
Pediatric*[ot] OR «pediatric end of lifen[tiab] OR pediatric hematology/oncology[ot] OR «pediatric intensive care»[ot] OR «pediatric
oncology»[tw] OR «pediatric palliative care»[tw] OR «progressive lung»[tiab] OR «Pulmonary arterial hypertension»[tw] OR «Pulmonary
disease»[ot] OR Pulmonologist*[ot] OR «renal failure»[tw] OR Respiratory[ti] OR «serious illness»[ti] OR «seriously ill»[ti] OR
«transition care»|[ot] OR «transitional care»[tw] OR «transition-to-care»[tw] OR “Transitions in Care”[ot] OR «transition of care»[tiab] OR
transplant[ti] OR transplantation[ot] OR «advanced lung»[tiab] OR advanced respiratory[ot] OR «chronic lung»[tw] OR chronic
respiratory[ti] OR «End-stage kidney disease»[tw] OR «End-stage pulmonary disease»[ot] OR «end-stage renal disease»[ti] OR
«Pulmonary rehabilitation»[ot] OR pulmonary re-transplantation[ot] OR pulmonologist*[tw] OR «Respiratory conditions»[tw] OR
respiratory disease*[tw]) OR (“life limiting»[tw] AND respiratory[tw])))) AND English[lang] AND «Humans»[Mesh])) OR
(((((((((((((«Cystic Fibrosisn[Mesh] OR Cystic Fibrosis Foundation[Corporate Author] OR ECORN-CF Study Group[Corporate Author]
OR ECORN-CF[AII Fields] OR «European cystic fibrosis»[All Fields] OR “European Cystic Fibrosis Society”[Corporate Author] OR
ECFS Board[Corporate Author] OR “European Cystic Fibrosis Society (ECFS) and the ECFS Clinical Trial Network”[Corporate Author]
OR “European Cystic Fibrosis Society Clinical Trial Network Standardisation Committee”’[Corporate Author] OR “International
Committee on Mental Health”’[Corporate Author] OR “ERS/ECFS Task Force on Provision of Care for Adults with Cystic Fibrosis in
Europe”[Corporate Author] OR «Journal of cystic fibrosis : official journal of the European Cystic Fibrosis Society»[Jour] OR “US Cystic
Fibrosis Foundation and European Cystic Fibrosis Society”’[Corporate Author] OR «Cystic Fibrosis»[All Fields] OR “cystic lung
disease”’[tw] OR «CF Foundation»[tw] OR “CF liver”’[tw] OR «CF lung»[tw] OR “CF pancreas”[tw] OR CF-related[tw] OR CFRD[tw]))
AND (((«Hospice Caren[Mesh] OR «Hospice and Palliative Care Nursing»[Mesh] OR «Hospices»[Mesh] OR «Life Support
Care»[Mesh:NoExp] OR «Palliative Care»[Mesh] OR «Palliative Medicine»[Mesh] OR «Terminal Care»[Mesh] OR «Terminally
II»[Mesh] OR «Actively dying»[tw] OR «End of life[All Fields] OR EOL[tiab] OR “goals of care”[tw] OR hospice*[tiab] OR
hospice*[ot] OR “imminently dying”[tw] OR “life support”[tw] OR «Last year of life»[tiab] OR Palliative[tw] OR Palliative[ot] OR
Palliative care[ot] OR “Pediatric end-of-life care”[ot] OR «place of death»[tw] OR “preferred place of care and death”[ot] OR «site of
death»[tw] OR “symptom assessment”[tiab] OR “Symptom burden”’[tw] OR “Symptom control”[ot] OR “symptom distress”[tw] OR
“symptom management”[tw] OR «terminal care»n[tw] OR «terminal illness»[tw] OR terminal patient*[tiab] OR «Terminal phase»[tw] OR
«terminal stage»[tiab] OR «terminal stages»[tiab] OR “terminally ill”’[tw])) OR («Advance Care Planning»[Mesh] OR
«Aftercaren[Mesh:NoExp] OR «Attitude to Death»[Mesh] OR «Bereavement»[Majr] OR «Caregivers»[ MAJR] OR
«Communication»[Majr:NoExp] OR «Ceritical Illness»y| MAJR] OR «Depression»[Majr] OR «Disease Progression»[Mesh] OR
«Dyspnean[Mesh] OR «Fatigue»[Majr] OR «Interdisciplinary Communication»[Majr] OR «Life Expectancy»[Mesh] OR «Long-Term
Care»[Majr] OR “Pain/drug therapy»[Majr:NoExp] OR «Pain/prevention and control»[Majr:NoExp] OR “Pain Management»[Majr] OR
«Pain Measurement»[Majr] OR «Patient Care Team»[Mesh:NoExp] OR «Patient Comfort»[Mesh] OR «Patient Satisfaction»[Majr] OR
«Prognosisy[Mesh:NoExp] OR «Quality of Life»[Mesh] OR «Respiration, Artificial»[Mesh] OR «Resuscitation Orders»[Mesh] OR
«Spirituality»[Mesh] OR «Advance Care Planning»[ot] OR «Advance care planning»[tiab] OR «advance directives»[tw] OR «advanced
directives»[tw] OR bereavement[ot] OR bereave*[title] OR Burden[ot] OR “Burden of treatment”[ot] OR “care coordination”[tiab] OR
“care transitions”[tiab] OR “Caregiver burden[ot] OR “comfort care”[tiab] OR “comforting measures”[ot] OR communication[ot] OR
“critically ill”[tiab] OR “critical illness”[tiab] OR depress*[tiab] OR decision-making[ot] OR “disease burden”[tiab] OR “disease
progression”[ot] OR “do not resuscitate”[tw] OR Dyspnea[tw] OR Dyspnoea[tw] OR «end stage»[tw] OR “family-centered care”[ot] OR
“family-centred care”[ot] OR “family meetings”[ot] OR “Future Care Planning”[tiab] OR Interdisciplinary[tiab] OR “Information
needs”[ot] OR “Interprofessional communication[ot] OR interprofessional team*[ot] OR “Life expectancy”[ot] OR «Life-limiting»[tiab]
OR Life-limiting[ot] OR life-threatening diagnos*[tiab] OR «life-threatening illness»[tiab] OR «limited survivaly»[tiab] OR “living
will”[tw] OR “mechanical ventilation”[tw] OR Mortality[ot] OR Multidisciplinary[tiab] OR “Multidisciplinary management”[ot] OR
“multidisciplinary team”’[tiab] OR «Patient Satisfaction»[ot] OR «quality of lifen[tw] OR QOL[tiab] OR Prognosis[tiab] OR Prognosis[ot]
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OR Prognostication[tiab] OR Prognostic disclosure*[tiab] OR Psychological[ot] OR Psychology[ot] OR Psychosocial[ot] OR “serious
illness”’[ot] OR “seriously ill”[tiab] OR spiritual*[tw] OR «supportive care»[tw] OR Survival[ot] OR symptom assessment[ot] OR
Symptom burden[tw] OR “Symptom control”[tw] OR “symptom distress”’[tw] OR “symptom management”[tiab] OR team[tiab] OR
team-based care[ot] OR “treatment burden”[tw])))) OR (((«Cystic Fibrosisy[Mesh] OR «Bodily Secretions»[Mesh:NoExp] OR «Mucus/
secretion»[Mesh:noexp] OR “Lung Transplantation”[MAJR] OR Cystic Fibrosis Foundation[Corporate Author] OR ECORN-CF Study
Group[Corporate Author] OR ECORN-CF[AII Fields] OR «European cystic fibrosis»[All Fields] OR “European Cystic Fibrosis
Society”’[Corporate Author] OR ECFS Board[Corporate Author] OR “European Cystic Fibrosis Society (ECFS) and the ECFS Clinical Trial
Network”[Corporate Author] OR “European Cystic Fibrosis Society Clinical Trial Network Standardisation Committee’’[ Corporate Author]
OR “International Committee on Mental Health”[Corporate Author] OR “ERS/ECFS Task Force on Provision of Care for Adults with
Cystic Fibrosis in Europe”’[Corporate Author] OR «Journal of cystic fibrosis : official journal of the European Cystic Fibrosis Society»[Jour]
OR “US Cystic Fibrosis Foundation and European Cystic Fibrosis Society”[Corporate Author] OR «Cystic Fibrosis»[All Fields] OR “cystic
lung disease”[tw] OR «CF Foundation»[tw] OR “CF liver’[tw] OR «CF lung»[tw] OR “CF pancreas”[tw] OR CF-related[tw] OR
CFRDJ[tw] OR “CFTR-related”’[tiab] OR Respiratory secretion[ot])) AND («The American journal of hospice care»[Jour] OR «The
American journal of hospice & palliative caren[Jour] OR «Annals of palliative medicine»[Jour] OR «BMC palliative caren[Jour] OR «BMJ
supportive & palliative care»[Jour] OR «Current opinion in supportive and palliative care»[Jour] OR «Death Educ»[jour] OR «Death
Stud.»[jour] OR «The Hospice journal»[Jour] OR «Indian journal of palliative care»[Jour] OR «International journal of palliative
nursing»[Jour] OR «Journal of hospice and palliative nursing : JHPN : the official journal of the Hospice and Palliative Nurses
Association»[Jour] OR «Journal of geriatrics and palliative caren[Jour] OR «Journal of neuropathic pain & symptom palliation»[Jour] OR
«Journal of pain & palliative care pharmacotherapy»[Jour] OR «Journal of pain and symptom management»[Jour] OR «Journal of palliative
care»[Jour] OR «Journal of palliative medicine»[Jour] OR «Journal of social work in end-of-life & palliative care»[Jour] OR «Omega
(Westport).»[jour] OR «Palliative & supportive caren[Jour] OR «J Support Oncol»[jour] OR «Palliative care»[Jour] OR «Palliative
medicine»[Jour] OR «Progress in palliative caren[Jour] OR «Supportive care in cancer : official journal of the Multinational Association of
Supportive Care in Cancer»[Jour]))) OR (CFQoL[tw] OR “QUAL-E’[ti] OR «CF-CARES»[tw] OR CF-MBQ][tiab] OR “Chronic
Respiratory Questionnaire”[tiab] OR CF-MBQJ[tiab] OR CF-SPS[tw] OR CFQoL[tw] OR CFQ-R[tw] OR “Cystic Fibrosis
Questionnaire”[tw] OR “Cystic Fibrosis Questionnaire-Revised”[tiab] OR “Cystic Fibrosis Respiratory Symptom Diary”[tw] OR
CFRSDJ[tiab] OR “FoP questionnaire”[tiab] OR “ProPal-COPD”[tw] OR ReS-CF[tiab] OR “STARx Questionnaire’[tiab] OR “STARx-P
Questionnaire”[tiab])) OR ((«Palliative Care»| MAJR] OR «Hospice and Palliative Care Nursingy[MAJR] OR «Palliative

Medicine»] MAJR] OR «Palliative Caren[ti]) AND (instruments[ti] OR measures[ti] OR «QUAL-E»[tiab] OR scale*[ti] OR score*[ti] OR
toolkit*[ti] OR tools[ti]))) OR ((«generalist palliative care»[tw] OR “primary palliative care”[tw] OR palliative care curricula [All Fields]
OR palliative care curriculum[All Fields] OR «SECTION ON HOSPICE AND PALLIATIVE MEDICINE»[Corporate Author]))) OR
(((«Hospice and Palliative Care Nursing/education»[Mesh] OR «Palliative Medicine/education»[Mesh] OR «Palliative Care/
manpowen[Mesh] OR “Palliative Care/organization and administration»[Mesh] OR “Palliative Care/standards»[Mesh] OR «palliative care
cliniciansy»[tw] OR «palliative care clinician»[tw] OR hospice clinician*[tw] OR “integrated palliative care”[tiab] OR “palliative care
service”[tiab] OR palliative care specialist*[tiab] OR “specialised palliative care”[tiab] OR “specialist palliative care[tiab] OR “specialized
palliative care”[tiab]) AND («Attitude of Health Personnel»[MAJR:NoExp] OR «Clinical Competence»[Mesh] OR «Competency-Based
Education»[Mesh] OR «Computer-Assisted Instructiony[MAJR] OR «Curriculum»[Mesh] OR «Education»[Majr:NoExp] OR
“education”[Subheading] OR «Education, Distance»] MAJR] OR «Education, Professional»[Mesh] OR «Educational Measurement»[Mesh]
OR «Educational Personnel»[MAJR] OR «Educational Status»[Majr] OR «Educational Technology»[Majr] OR «Health Knowledge,
Attitudes, Practicen[Majr] OR «Health Occupations/education»[Mesh] OR «Health Personnel/education»[Mesh] OR «Learning»[Majr] OR
«Models, Educational»[Mesh] OR «Needs Assessment»[Mesh] OR «Professional Competencen[Mesh] OR «Schools, Health
Occupations»[Majr] OR «Students, Health Occupations»[Majr] OR «Teaching»[Mesh] OR «Training Support»[Majr] OR Class[ti] OR
“clinical competence™[tiab] OR Course[ti] OR “communication course”[tiab] OR “Course goals”[tiab] OR “Course objectives”[tiab] OR
Coursework[tiab] OR “Course work™[tiab] OR Curricula[tw] OR curricular[tiab] OR curriculum[tw] OR “e-learning”’[tiab] OR
education[ot] OR “educational interventions”[ot] OR “entrustable professional activities”[tiab] OR Instruction*[ti] OR “instructional
design”[tiab] OR “instructional techniques” [tiab] OR “Interprofessional education”[tiab] OR learning[ti] OR “Learning objectives™[tiab]
OR” Medical educational[tiab] OR “needs assessment”[tw] OR “Peer learning”[ot] OR Skills[tw] OR «Specialization»| MAJR] OR
Student*[ti] OR Teaching[tiab] OR “Team Training”[ot] OR trainee*[ti] OR Training[tw])) AND ((«Acquired Immunodeficiency
Syndrome»[Majr] OR «Anemia, Sickle Cell»[Majr:NoExp] OR «Catastrophic Illnessy[Mesh] OR «COPD, Severe Early-Onset»
[Supplementary Concept] OR “cystic fibrosis”’[All Fields] OR «Dyspnea»[Majr] OR «Heart Defects, Congenital»[Majr] OR «HIV
Infections»[Majr] OR «Hypertension, Pulmonary»[Majr] OR «Intensive Care Units, Pediatricy[Majr] OR «Organ Transplantation»[Majr]
OR «Parents/psychology»[Majr] OR «Pediatricsy[Majr:NoExp] OR «Pulmonary Disease, Chronic Obstructive»[Majr] OR «Pulmonary
Fibrosisn[Majr] OR «Pulmonary Medicine»[Mesh] OR «Renal Insufficiency, Chronic»[Majr] OR «Respiratory Therapy»[Majr] OR
«Transition to Adult Care»] MAJR] OR «advanced cancer» [ti] OR «advanced disease»[tiab] OR «advanced heart»[ti] OR «advanced
illness»[tiab] OR «advanced liver»[ti] OR «advanced lung»[tiab] OR advanced stage*[ti] OR Breathlessness[tw] OR «Breathlessness
servicen[ot] OR outcomes[ti] OR «Chronic diseasex»[tiab] OR «chronic lung»[tw] OR «Chronic obstructive pulmonary disease»[ot] OR
«Chronic obstructive pulmonary disease»[ti] OR COPDJ[ti] OR «End-stage renal disease»[tw] OR HIV[ot] OR «idiopathic pulmonary
fibrosis»[ot] OR «lung disease»[ot] OR “lung neoplasms”[ot] OR «mechanical ventilation»[tw] OR Oncology[ti] OR Paediatric[ti] OR
«paediatric nursing»[ot] OR «Paediatric palliative care»[tiab] OR Pediatric*[ot] OR «pediatric end of lifen[tiab] OR pediatric hematology/
oncology[ot] OR «pediatric intensive care»[ot] OR «pediatric oncology»[tw] OR «pediatric palliative care»[tw] OR «progressive
lungy»[tiab] OR «Pulmonary arterial hypertension»[tw] OR «Pulmonary disease»[ot] OR Pulmonologist*[ot] OR «renal failure»[ti] OR
Respiratory[ti] OR «serious illness»[ti] OR «seriously ill»[ti] OR «transition care»[ot] OR «transitional care»[tw] OR «transition-to-
care»[tw] OR “Transitions in Care”[ot] OR «transition of care»[tiab] OR transplant[ti] OR transplantation[ot] OR «advanced lung»[tiab]
OR advanced respiratory[ot] OR «chronic lung»[tw] OR chronic respiratory[ti] OR «End-stage kidney disease»[tiab] OR «End-stage
pulmonary disease»[ot] OR «end-stage renal disease»[ti] OR «Pulmonary rehabilitation»[ot] OR pulmonary re-transplantation[ot] OR
pulmonologist*[tw] OR «Respiratory conditions»[tw] OR respiratory disease*[tw]) OR (“life limiting»[tw] AND respiratory[tw])))) OR
(((palliative care model[tw] OR palliative care models[tw])) OR ((«Models, Educational»[Mesh] OR «Models, Nursing»| MAJR] OR
«Models, Organizational»[MAJR] OR Coaching[tiab] OR Model*[ti] OR Modeling[ot] OR “model of care”[tw] OR “models of care”[tw])
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AND (Hospice[ti] OR hospices[ti] OR Palliative[ti] OR terminally[ti])))) OR (((((((«Hospice Care»[ MAJR] OR «Hospice and Palliative
Care Nursing»[MAJR] OR «Hospices»] MAJR] OR «Palliative Care»[Majr] OR «Palliative Medicine»[Mesh] OR «Terminal
Caren[MAJR] OR «Terminally IlI»[MAJR] OR «Actively dying»[tw] OR «End of life»[All Fields] OR EOL[tiab] OR “goals of care”[tw]
OR hospice*[ti] OR hospice*[ot] OR “imminently dying”[tw] OR «Last year of life»[ti] OR Palliative[ti] OR Palliative care[ot] OR
Pediatric end-of-life care[ot] OR “symptom assessment™[ti] OR “Symptom burden”[tiab] OR “Symptom control”’[ot] OR “symptom
distress”[tiab] OR “symptom management”[tw] OR «terminal care»[tiab] OR «terminal illness»[tiab] OR terminal patient*[ti] OR
“terminally ill”’[tw])) AND («Consensus»[Majr] OR «Consensus Development Conferences as Topicy[Majr] OR «Consensus Development
Conference» [Publication Type] OR «Critical Pathways»[Mesh] OR “Evidence-Based Practice»s] MAJR] OR «Guideline»[Publication
Type] OR «Guideline Adherence»]MAJR] OR «Guidelines as Topic»[Mesh] OR «Meta-Analysis» [Publication Type] OR «Meta-Analysis
as Topicy[Mesh] OR «Practice Guideline» [Publication Type] OR «Review»[pt] OR «Standard of Care»[Mesh] OR «Standing
Orders»[Majr] OR «standards»[ti] OR “best practice”[tw] OR Consensus[tiab] OR “Critical pathways”[tw] OR Guideline[tw] OR
Guidelines[ot] OR “Standards of care”[ot] OR “systematic review”[ti]))) AND (((((«Acquired Immunodeficiency Syndrome»[Majr] OR
«Anemia, Sickle Cell»[Majr:NoExp] OR «Catastrophic Illnessy[Mesh] OR «COPD, Severe Early-Onset» [Supplementary Concept] OR
“cystic fibrosis”’[All Fields] OR «Dyspnea»[Majr] OR «Heart Defects, Congenital»[Majr] OR «HIV Infections»[Majr] OR «Hypertension,
Pulmonary»[Majr] OR «Intensive Care Units, Pediatricy[Majr] OR «Organ Transplantation»[Majr] OR «Pediatrics»[Majr:NoExp] OR
«Pulmonary Disease, Chronic Obstructiven[Majr] OR «Pulmonary Fibrosisy[Majr] OR «Pulmonary Medicine»[Majr] OR «Renal
Insufficiency, Chronic»[Majr] OR «Respiratory Therapy»[Majr] OR «Transition to Adult Caren[MAJR])) OR («advanced cancer» [ti] OR
«advanced disease»[ti] OR «advanced heart»[ti] OR «advanced illness»[ti] OR «advanced liver»[ti] OR «advanced lung»[tiab] OR
advanced stages*[ti] OR Breathlessness[tiab] OR «Breathlessness service»[ot] OR “caregiver outcomes’[ti] OR «chronic lung»[tw] OR
«Chronic obstructive pulmonary disease»[ot] OR «Chronic obstructive pulmonary disease»[ti] OR COPDJ[ti] OR «End-stage renal
disease»[ti] OR HIV[ot] OR «idiopathic pulmonary fibrosis»[ot] OR «lung disease»[ot] OR “lung neoplasms’’[ot] OR «mechanical
ventilation»[tiab] OR Oncology[ti] OR Paediatric[ti] OR «paediatric nursing»[ot] OR «Paediatric palliative care»[tiab] OR Pediatric*[ot]
OR «pediatric end of lifen[tiab] OR “pediatric hematology/oncology”[ot] OR «pediatric intensive caren[ot] OR «pediatric oncology»[ti]
OR «pediatric palliative care»[tw] OR «progressive lung»[tiab] OR «Pulmonary arterial hypertension»[tw] OR «Pulmonary disease»[ot]
OR Pulmonologist*[ot] OR «renal failurex[ti] OR Respiratory[ti] OR «serious illness»[ti] OR «seriously ill»[ti] OR «transitional care»[tw]
OR “Transitions in Care”[ot] OR «transition of care»[tiab] OR transplant[ti] OR transplantation[ot])) OR («advanced lung»[tiab] OR
advanced respiratory[ot] OR «chronic lung»[tw] OR chronic respiratory[ti] OR «End-stage kidney disease»[tw] OR «End-stage pulmonary
diseasen[ot] OR «end-stage renal disease»[ti] OR pulmonary re-transplantation[ot] OR pulmonologist*[tw] OR «Respiratory
conditions»[tiab] OR respiratory disease*[ti])) OR (“life limiting»[tw] AND respiratory[tw])))))) OR (((((«Checklist»[Majr] OR «Forced
Expiratory Volume»[Mesh] OR «Respiratory Function Tests»[Mesh] OR checklist[tiab] OR “FEV1”’[tw] OR “FEV(1)”[ot] OR Leicester
Cough Questionnaire*[tiab] OR LifeCourse[tiab] OR “London Chest Activities”[tiab] OR «Lung Clearance Index»[tw] OR «lung
allocation score»[All Fields] OR “Respiratory Distress Observation Scale”[tiab] OR «respiratory symptom diary»[tiab] OR “Respiratory
Symptom Questionnaire”[tw] OR “Saint George’s Respiratory Questionnaire[tiab] OR “St George’s Respiratory Questionnaire”[tiab] OR
SGRQJtiab] OR” Sino-Nasal Outcome Test”’[tw] OR “SN-5"[tw] OR SNOT-14[tw] OR SNOT-22[tw])) AND («Hospice Care»[Mesh] OR
«Hospice and Palliative Care Nursing»[Mesh] OR «Hospices»[Mesh] OR «Life Support Caren[Mesh:NoExp] OR «Palliative Care»[Mesh]
OR «Palliative Medicine»[Mesh] OR «Terminal Care»[Mesh] OR «Terminally Ill»[Mesh] OR «Actively dying»[tw] OR «End of life»[All
Fields] OR EOL[tiab] OR “goals of care”’[tw] OR hospice*[tiab] OR hospice*[ot] OR “imminently dying”’[tw] OR “life support”[tw] OR
«Last year of lifen[tiab] OR Palliative[tw] OR Palliative[ot] OR Palliative care[ot] OR Pediatric end-of-life care[ot] OR «place of
death»[tw] OR “preferred place of care and death’’[ot] OR «site of death»[tw] OR “symptom assessment”[tiab] OR “Symptom burden”[tw]
OR “Symptom control”[ot] OR “symptom distress”[tw] OR “symptom management”[tw] OR «terminal care»[tw] OR «terminal
illness»[tw]))) AND ((«Acquired Immunodeficiency Syndrome»[Majr] OR «Anemia, Sickle Cell»[Majr:NoExp] OR «Catastrophic
Illness»[Mesh] OR «COPD, Severe Early-Onset» [Supplementary Concept] OR “cystic fibrosis”[All Fields] OR «Dyspnea»[Majr] OR
«Heart Defects, Congenital»[Majr] OR «HIV Infections»[Majr] OR «Hypertension, Pulmonary»[Majr] OR «Intensive Care Units,
Pediatricy[Majr] OR «Organ Transplantationy[Majr] OR «Parents/psychology»[Majr] OR «Pediatricsy[Majr:NoExp] OR «Pulmonary
Disease, Chronic Obstructive»[Majr] OR «Pulmonary Fibrosis»[Majr] OR «Pulmonary Medicine»[Mesh] OR «Renal Insufficiency,
Chronic»[Majr] OR «Respiratory Therapy»[Majr] OR «Transition to Adult Care»[ MAJR] OR «advanced cancer» [ti] OR «advanced
cancer»[ot] OR «advanced disease»[tiab] OR «advanced heart»[ot] OR «advanced illness»[tiab] OR «advanced liver»[tiab] OR «advanced
lung»[tiab] OR advanced stage*[ti] OR Breathlessness[tw] OR «Breathlessness service»[ot] OR «Chronic disease»[tw] OR «chronic
lung»[tw] OR «Chronic obstructive pulmonary disease»[ot] OR «Chronic obstructive pulmonary disease»[ti] OR COPD[ti] OR «End-stage
renal disease»[tw] OR HIV[ot] OR «idiopathic pulmonary fibrosis»[ot] OR Incurable[tiab] OR «lung disease»[ot] OR lung neoplasms|ot]
OR «mechanical ventilation»[tw] OR Oncology[ti] OR Paediatric[ti] OR «paediatric nursing»[ot] OR «Paediatric palliative care»[tiab] OR
Pediatric*[ot] OR «pediatric end of life»[tiab] OR pediatric hematology/oncology[ot] OR «pediatric intensive care»[ot] OR «pediatric
oncology»[tw] OR «pediatric palliative caren[tw] OR «progressive lung»[tiab] OR «Pulmonary arterial hypertension»[tw] OR «Pulmonary
disease»[ot] OR Pulmonologist*[ot] OR «renal failure»[tw] OR Respiratory[ti] OR «serious illness»[ti] OR «seriously ill»[ti] OR
«transition care»[ot] OR «transitional care»[tw] OR «transition-to-care»[tw] OR “Transitions in Care”[ot] OR «transition of care»[tiab] OR
transplant[ti] OR transplantation[ot] OR «advanced lung»[tiab] OR advanced respiratory[ot] OR «chronic lung»[tw] OR chronic
respiratory[ti] OR «End-stage kidney disease»[tw] OR «End-stage pulmonary disease»[ot] OR «end-stage renal disease»[ti] OR
«Pulmonary rehabilitation»[ot] OR pulmonary re-transplantation[ot] OR pulmonologist*[tw] OR «Respiratory conditions»[tw] OR
respiratory disease*[tw]) OR (“life limiting»[tw] AND respiratory[tw])))) AND English[lang])) NOT («Animals»[Mesh:NoExp] OR
«Animal Diseases»[Mesh] OR «Animal Population Groups»[Mesh] OR «Carnivora»[Mesh] OR «Disease Models, Animal»[Mesh] OR
«Plasmids»[Mesh] OR «Rodentian[Mesh] OR “animal model”’[tw] OR “animal models”[tw] OR ferrets[tw] OR mice[tw] OR “mice
model”[tw] OR “mice models”[tw] OR mouse[tw] OR murine[tw] OR plasmids[tw] OR rat[tw] OR rats[tw])))) NOT (“non cystic fibrosis”
[All Fields] OR “noncystic fibrosis” [All Fields] OR «Cells, Cultured»[Mesh] OR «Depression, Chemical»[Mesh] OR «Swine»[Mesh] OR
animal*[ti] OR animal model*[tiab] OR mice[ti] OR mouse[ti] OR pigs[ti] OR rat[ti] OR rats[ti] OR “Tertiary alcohols”[ot])
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3. bnok-cxema o6HapyXeHHbIX 1 MPOaHaNM3MpoOBaHHbIX NCCREeAOBaHUN s pa3paboTku
peKOMeHAaUUNn Ha OCHOBaHWM NPeanoYTUTENbHbLIX ANA cucTeMaTtnydecknx o63opoB 1 MeTa-
aHanu3oB coobLLeHNn 0 pesynbTaTax nccnegosaHmm [1]

3anuncuy, BbIIBNE€HHbIE
npu nomcke B 6asax
AAHHbIX (N = 8465)

NaeHTudumkaums

3anucu nocne yaaneHus
nosTOpoB (n = 8298)

NckntoueHHble
3anucu, npowejLme

— 3anmcu
CKPUHUHT (n = 8298) ~
(n=7958)
()
S =
E S
T lqi.f [MonHOTeKCTOBbIE CTaTbW, NckntoyeHHble
[an]
53 npowejLlime aHan13 Ha NOJIHOTEKCTOBbIE
_>
S x COOTBETCTBUE KPUTEPUAM CTaTbu
(n = 340) (n=224)

NccneposaHusa, npolues-
LUME NOJIHOTEKCTOBbIN
0630p 1 MCNoNb30BaHHbIE
A5 COCTaB/IEHUS PeKo-
MeHAauum (n = 116)
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4. bnok-cxema MHCTPYMEHTOB OLIEHKM NOTpebHOCTEN B NnanMaTuBHOM NMOMOLLM,
onpeaeneHHbix paboyen rpynnon 3 Ha OCHOBAHUKN NPEANOYTUTENbHbIX A5
cucTemaTmyeckmx 0630poB 1 MeTa-aHann3oB COObLLEHMI O pe3ynbTaTtax nccnegoBaHum [1]

(AHRQ) (n =152)

MHCprMeHTbI, BbIfiBJIEHHbIE MPX NOMOLU
OGLIJ,EI'O nepevyHa MHCTPYMEHTOB nasanaTuBHoOM
NOMOLLM MO AaHHbIM TeXHNYECKOro oTyeTa
AreHTcTBa VICCﬂeAOBaHVIVI M OLEHKWN Ka4eCTBa
MeaNLUMHCKOro 06Cl'ly>KVIBaHVIﬂ

JlononHnTeNbHbIE UHCTPYMEHTSI,
BbIfIB/IEHHbIE MO AaHHbIM APYyrux
WNCTOYHWNKOB (PeKOMEeH0BaHHbIX
KOMWTETOM WK Mo pe3yabTaTtam ob3opa
AaHHbIX) (N = 18)
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O6bluee KOANYECTBO
HaMAeHHbIX
VMHCTPYMeHTOB (N = 170)

MckntoveHHble MHCTPYMEHTbI, MPUYMHbI
NCKJIIOYEHUS:
KnunHunueckn obpemennTenbHble (N = 24)
He oTHocATca kK MB (n = 35)

OgHa obnacTb NpuMeHeHus (n = 11)
MHCTpyMeHTbI He HaxoaATcs B obLem
aoctyne (n =2)

Mpouee (n = 30)

MHCTpyMeHTbI, oTobpaHHble ANs
BTOPOro 3Tana CKpUHuHra (n = 68)

VIHCTpyMeHTBI,
MCK/IOYEHHble nocie
OLLeHKM KOMUTETOM U

paHxupoBaHus (n = 61)

MHCprMeHTbI, BKJ/IOYEHHbIE B pEKOMeHAaLI,VIVI
(n=7)

ExcerogHo / no mepe HeobxogmnmocTn
IPOS — anqa Bcex naymneHToB ¢ MB*

BASC — 18 4neHoB ceMbM, OCYLLECTBASAIOLLMX YXOA

JononHnTtensHo

CFQ-R (ntobasa noalukana) — AN Bcex naumeHTos c MB
PHQg — ans naymeHToB ¢ MB 0T 12 n1eT u cTaplue, A5 Y1€HOB CEMbMY,

OCYLLECTB/IAOWMX YXOZ,

GAD7 - anq naymeHToB ¢ MB OT 12 neT u cTaplue, 419 Y1EHOB CEMbY,

OCYLLECTB/IAOWMX YXOZ,

SNAP — ans naymenToB ¢ MB 0T 12 n1eT u cTapLue
PG-13 — 4719 4NeHOB CeMbM, OCYLLECTBAAIOLLMX YXOZ,

* /N5 naLMeHTOB MAaALLE 12 JIeT UCMO/b3YeTCst Kak Nozckaska npu nposeeHnn becesbl ¢
pebeHKOM 1 ML aMK, OCYLLeCTBASIIOWLNMU YXOZ, .
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5. Ctpaternsa aHanusa paboyen rpynnbl 0o
CKPVHWHIY U OLIEHKE

[lenpro pabodeld TPyIIBI IO CKPUHHUHTY U OICHKE
ObuTa pa3paboTKa pPEeKOMEHJAIM MO TPOBEACHUIO
CKpPUHMHTA ¥ KJIMHUYIECKOU OIEHKH YJICHAMH KOMaH/T
oMol manuenTaM ¢ MB u ujieHaM ux ceMed I
BBISIBJICHUS IMOTPEOHOCTEH B MAJNTMATUBHON TTOMOIITH
Ha TPOTSHKEHUU BCETO Tepuoja OOJE3HH €KErOaHO
U 1o (aKTy Cepbe3HBIX COOBITHH, TpeOyromux
MOBTOPHOTO  CKpuHUHTA.  [locme  ckpuHHMHTA
mo o0mmM BompocaMm (HampuMmep, BBISIBICHUE
(GUBUYECKUX WM TICUXOJIOTHYECKHX CHMIITOMOB,
QYOIEBHOTO HeOnaronoiayyus W OpeMeHH JInIa,
OCYIIECTBIISIFOIIETO YXO/1) MPOBOAUTCS KIMHUYECKAs
OIICHKA C IIEbI0 COCTABJICHHUS WHIUBUYAIHBHOTO
IJI1aHa
OOJIBHBIX KOMaHI0¥ oMoty pu MB wiau gpyrumu
crienuanucramMu. Pabouas rpynma B 4ucie Mpodero
aHaJIM3MpOBaia 0O0IMEe MHOTOMEpPHBIE TOKa3aTenH,
OIICHUBAIOIINE MHOTOTPAHHBIE ACTEKThI COCTOSHUS

MaJJTMaTUBHOMN ImoMomu 1Jji1 BCACHUA

310pOBbsi  (OCHOBHBIE), C  JOIOJHUTEIbHBIM
UCIIONIb30BAaHUEM  OJHOJOMEHHBIX  IIOKa3aTelnei
(Momynp),  4ToOBI  oOecrneuuTh  YIIyOJ€eHHOE

MCCIIeIOBaHNE KOHKPETHBIX 001IacTei, 0003HAYECHHBIX
Kak TpoOsieMHbIe Jy1st Jirozeii ¢ MB.

OreHka BBITIONHSUIIACH WiieHaMH paboueil rpymnmbl Ha
OCHOBaHWHU KOHCEHCyca. Hrrke mpuBeneHO KpaTkoe
OTHMCaHue TMpoliecca:

O HNcrounukn  mokaszarenedd,  MOITYYEHHBIX
Il OLIEHKH: Bce 152 mokaszarens, onpeaeaeHHbIe
Aslakson et al [2], ObuM paccMOTpeHBl Ha
BO3MOKHOCTh  BKIIIOUCHHS.  MEI
eme 18 WHCTPYMEHTOB W3 JPYrUX HCTOYHUKOB
(pexoMeHOBaHHBIX KOMUTETOM WJIU TI0 pe3yJibTaTaM

OTpeAeIuIn

o030pa naHHbIX). bbula ncnonb3oBaHa cCiemyroLIas
cxema otoopa: 1) oOmme mokazaTeld COCTOSHUS
3/10pPOBbsI B3pOCIBIX, 2) OOIIMe IOKa3aTen
COCTOSIHUSL ~ 3I0pOBbs  JAeTed, 3)
crienuduanbie A7 B3pocibix ¢ MB, 4) mokazarenu,

IoKasarcJiiu,

cneruduunpie a8 gereir ¢ MB, 5) moxkaszarenw,
HecrnenuuyHble 111 MB u He sBnstonmecs o0ummu
JUTS B3pOCIIBIX, 6 ) IOKa3aTenu, HecTiennpUIHbIC 1715
MB u He sBisrOIIMEcs OOITUMU JIJIs IeTel (JIaHHbBIS
MpEACTaBICHBl B JOMOJHUTETHLHOM TPHUIOKEHUH,
tabmuua 1, pasnen 3.1).

o Kputepun omneHku mnokazaresnen:
MokKaszarenu ObUIM  PACCMOTPEHBI
COOTBETCTBUSl MEPBUYHBIM KPUTEPUSIM BKIIOUEHUS
HE MEHee YeM JBYyMsl WICHaMH pabodeil TPyMIIbI.

BCE
Ha IpeaMer

Ilokazarenu, oTBeYaBIINE NEPBUYHBIM KPUTEPUSM,
ObUTH JTOTIOJIHUTEIBHO MpPOaHAIU3UPOBAHbI U 3aTEM
paHXMpOBaHbI HE MEHEE UEM TPEMS UIeHaMU paboueit
IPYIIBI (JaHHBIE TPE/ICTABIEHBI HIDKE).
* [lepguunvle Kpumepuu 6KIIOUEHUSL:
1) BanuaupoOBaHHBIE TIOKA3aTENH; 2) MOKA3aTeH
CaMOCTOSITEJIbHOM  OLIGHKH; 3) COOTBETCTBHE
cnenu(UIeCKUM KIMHUYECKHUM TOTPEOHOCTIM
npu MB (Hanmpumep, YacTble CHMIITOMBI H
npoOnemsl); 4) aKTyaldbHOCTh JJIsi BCEX CTaJIUH
TshKeCTH 3a0oseBaHus npu MB, Bkiltodas KoHell
JKU3HU; 5) COOTBETCTBHE YPOBHIO pa3BUTUA
JIeTeMH, OIPOCTKOB MJIM B3POCIIBIX U 6) KPAaTKOCTh
U IIPOCTOTA JUISl KIMHUYECKOTO MCIOIb30BAHMUS.
Kpumepuu ucxnrouenus: 1) He BaauaupOBaHHbIE
NoKa3aTenu; 2) CTPYKTypUPOBAaHHbIE MHTEPBBIO
(kpome Oecen ¢ geTbMH); 3) OTCYTCTBHUE
cBsi3u ¢ MB (manpumep, crenuduuHbe I
MEUITUHCKUX COCTOSIHUH, HE CBsA3aHHBIX ¢ MB),
U 4) KIMHUYECKH 0OpeMEHUTEIbHBIE.
Kpumepuu
OTBEYaBIINE

*  Bmopuunvie
MIOKAa3aTely,

KPUTEPHsIM, OBLIM TPOAHAIM3UPOBAHBEI Oojee
TIIATENIBHO C IIeJIBI0 ONPEAETICHUs TeX, KOTOpbIe
TOAXOAT /ISl PAH)KUPOBAHUSI 1 OKOHYATEITBHOTO
orbopa: 1) cmemmduunsie s MB; 2) He
cnenuduynbie i MB  mokaszarenu, paHee
npuUMeHsBIIMecs K mauueHtam ¢ MB; 3) ne
cneuuduynbie Ui MB  moxaszarenu, paHee
NPUMEHSBIINAECS TSI TAIIMEHTOB, HE OOJICIOIINX

BKJIIOYE€HUA.
NEPBUYHBIM

MB u nonydaromux MNAJUIMATUBHYIO ITOMOILb;
4) yKa3bpIBalOT Ha KIWHUYECKH aKTyaJbHbIC
00acTH JUIST BMEIIATEJILCTBA KOMAHJ ITOMOIIIH;
5) OIEHHMBAIOT AYXOBHOCTh U PEIUTHO3HOCTH
c Y4ETOM

MEKKYJIBTYPHBIX paznnuui

(mokazatenu JyXOBHOCTH); W 6) MOAXOIAT
JUIsL JIMI, OCYIIECTBIISIONIUX YXOJA 3a JIIOIAbMHU
¢ MB Bcex Bo3pacToB (mOKazaTenu AJis JIMII,
OCYILIECTBIISIFOUIUX YXOJI).

O 3areM oaXOAsIIIe MEPHI ObUTH PAHKUPOBAHBI

mo mkaige or 1 g0 5, U Te, KOTOpble NOMYyYUIU

BBICIIYIO OLIGHKY «l» (maHHbIE MpeACTaBICHbI B

OCHOBHOHW cTarthe, Tabmuua 4), ObUHM 0J0OpEHBI

JUTST  OKOHYATeNIbHOTO BBIOOpAa BCEMH WICHAMHU

paboueit rpynmbl. [To pe3ynbraTam ObUTH BBISBICHBI

HECKOJIBKO JOCTYIHBIX MOKa3aresieil, OTHOCSIINXCS

K KOHKPETHBIM KIMHHYECKUM IOTPEOHOCTSAM IpHU

MB, B OTHOIIEHUH HECKOJBKUX OOIIMX M YaCTHBIX

oOmacTeii: CTpyKTypa H TMpolecc, ITHYECKHE H

MIPaBOBBIC HOPMBI, KYJIBTYypa U OTBIT MAIMEHTOB.
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