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PE®EPAT

AkTyanbHocTb. HauvoHanbHaa HabngaTtenbHas npo-
rpamma MIMH-KX-2020 6bina HanpaBfieHa Ha nosy4veHue
AaHHbIX 06 OCOBEHHOCTAX KayecTBa XWU3HU W CUMMATOMOB,
a Takxke BOCOPUATUA OOME3HU U TIEYEHUA MNpU Knaccude-
Ckmnx Ph-HeratuBHbIX MMenonponudepaTnBHbIX HOBOOOPa-
30BaHunaAx (MINH) B Poccuitickon depgepaumm € TOYKK 3pe-
HWS NaLMEHTOB U BpaYen.

Uenb. MNpyn ncnonb3oBaHMM HOBbIX CTaHAAPTU30BAHHbLIX
OMPOCHUKOB M3Y4UTb KA4eCTBO XW3HM MaLMEeHTOB C pas-
nnyHbiMn MIMH, gaTte xapakTepucTnky Hambonee pacnpo-
CTPaHEHHbIM CUMNTOMaM U UX BANSHUIO HA Ka4eCTBO XU3HU
60bHbIX Mnenotnéposom (M®), UICTUHHOWN NONMUNTEMUENR
(M) n acceHumanbHoM TpombountTemmenn (IT), oxapakTepu-
30BaTb BOCNpuaTne npobnem, CBA3aHHbIX C 3ab60/1eBaHneEM
N NeyeHmnemMm, C TOUKN 3PEHNA CaMUX NALMEHTOB U UX N1eva-
LMX Bpayen-remaTonoros.

Martepwuanbl n metoabl. B nccnegosaHue BktoveHo 1100 na-
umeHToB ¢ Ph-HeratmBHbiMmn MIMH (355 — ¢ M®, 408 — c UMM
n 337 — ¢ 3T, cpenHuii Bo3pacT naumeHToB 58 + 14 nert, 61%
XeHLMH). B nccnepgoBaHumn Takxke ydactsoBanu 100 Bpa-
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ABSTRACT

Background. The national observational program MPN-
QolL-2020 was focused on quality of life (QolL) and symp-
toms in patients with classical Ph-negative myeloprolifera-
tive neoplasms (MPNs) in the Russian Federation, as well
as on the perception of the disease and treatment from the
patient’s and physician’s perspective.

Aim. To evaluate QoL in patients with different MPNs using
new standardized questionnaires, to assess the most com-
mon symptoms and their impact on QoL in patients with my-
elofibrosis (MF), polycythemia vera (PV) and essential throm-
bocythemia (ET), and to characterize the perception of the
disease and treatment concerns from patients’ perspective
and their treating physicians’ perspective.

Materials & Methods. In total 1100 patients with MPNs (MF:
n=355,PV:n=408, and ET: n=337; mean age 58 + 14 years;
61 % women) and 100 hematologists (mean age 42 + 12
years; 85 % women) from 37 medical centers in 8 Federal
districts of the Russian Federation participated in the study.
All the patients filled out symptom assessment tool (MPN10),
QoL questionnaire for patients with hematological malig-
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yen-remaTonoros (cpegHuii Bospact 42 + 12 net, 85 % xeH-
wnH) n3 37 JIMY B 8 dheaepanbHbix okpyrax PO. B pamkax
nccnefoBaHNsa MNauMeHTbl OAHOKPATHO 3amnosiHAanM cneum-
arnbHbIi ONPOCHMK ANs oueHkn cumntomoB MIH (MPN10),
cneunanbHbIi ONMPOCHUK KavyecTBa XMU3HU Y OHKOreMaTos10-
rnyeckmnx 6onbHbIX (HM-PRO), a Tak>ke ONpOCHbIV TIMCT NaLm-
eHTa. ematoniorm ogHOKpPaTHO 3arno/IHAM OMPOCHbIA UCT
Bpaua, a TakxXe «KapTy NaumeHTa» Ha BCEX BKTIIOUYEHHbIX UMU
B uccnegoBaHume 60bHbix MIMH.

PesynbTtatbl. B yc/ioBUSAX peanbHOM KIMHUYECKOW MPaKTUKn
BnepBble B Poccun nony4yeHbl faHHble 06 OCOBGEHHOCTAX Ka-
4eCTBa XWU3HWM NaumeHToB ¢ Ph-HeratneHbiMn MIMH, o npo-
durne cMMNTOMOB NpK pa3HbiX BapnaHTax MIMH u cteneHn nx
BNUAHNSA Ha NOBCEAHEBHYIO XW3Hb. BonbHble MIMH nmetot
HapyLUEeHNsA KayecTBa XU3HU, KOTOpble B 60/bLUEN CTEMEHN
Kacatotcst PrU3nNYeCcKoro 1 aMoLMOHaNbLHOro MyHKLMOHMPO-
BaHW4, @ TaKXXe pexrMa npruemMa nuLLm 1 NnTbs, B MEHbLUER —
COUManbHOrO PyHKLMOHMPOBaHUA. Bonee Yem y '/, 60/bHbIX
¢ Ph-HeratnBHbiMM MIMH 3aperncrpnpoBaHo 3HaunTebHoe
HapyLleHne KayecTBa XU3HW. Y noaaBndaollero 60/blUNH-
CTBa NaUMEHTOB OTMeYaeTcs crnabocTtb: npy MO —y 92,6 %,
npu UM —y 83,7 %, npn 3T —y 82 %. Npocunnn aktyanbHbIX
CUMMTOMOB U MX BbIPaXEHHOCTb OT/IMYAIOTCA MPU Pa3HbIX
MIMH. OnpegeneHbl cuMmnTombl, 60nee Bcero Tpedytolme
KOPPEKLUUN C TOUKM 3PEHUS MaLMEHTOB M Bpayen. YCcTaHOB-
NeHbl PacXoXAeHUs B OLEHKaxX MauMeHTOB U UX nevalimx
Bpayen B OTHOLEHMM K 3ab0NeBaHUIO W MPOBOAMMOMY
NEeYeHMIo, a TakXe acnekTbl, Hy>XAalowwmecsa B yAy4dlleHun
npv B3aMMOAENCTBMM NauMeHT—BpaY.

3aknueHue. PesynbTaThl, NOMydYeHHble B paMkax Hauu-
OHanbHOW HabnogatesibHoOW nporpammbl MIMH-KXK-2020,
NO3BOUIN BbIABUTb OCOBEHHOCTU HapyLUEHWA Kade-
CTBa XW3HU 60nbHbIX MIMH B Poccun. OnpegeneH cnekTtp
crneunuyecknx npobaeMm, CBA3aHHbIX C 3ab0/ieBaHNEM
N NeyeHneM, KOTopble XapakKTepHbl ANA 3TUX MauueHTOB.
Kpome Toro, akrtyanvMampoBaHbl HEYAOBETBOPEHHbIE MO-
TPEOHOCTM 3TOWM KaTeropum nauMeHTOB B Hallel CTpaHe.
Pesynbtatbl nporpammbl MIMNH-KX-2020 moryTt ncnonb3so-
BaTbCA MNPW NOArOTOBKE PEKOMEHAAUMI Mo ynyylleHno/
noadepXaHuio KavyecTBa XU3HW nauneHToB ¢ Ph-Heratue-
HbiM1 MIH n gna pa3paboTku MeponpuUaTuii, HanpaBieH-
HblX Ha MOBbIWEHWE OCBEAOM/IEHHOCTN O60NbHbIX MIH
0 3a60/1eBaHUN U €ro NIeYEHUN.

KnioueBble cnoBa: knaccuyeckne Ph-HeratuBHble
MuenonponugepaTMBHble HOBOOOPA3OBaHUA, WC-
TUHHAasA NONUUMTEMUS, SCCEHLManbHaa TpomboumnTe-
MUS, NEPBUYHBIA MNENothnOpOo3, Ka4YeCTBO XU3HMU,
onpocHuk MPN10.
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nancies (HM-PRO) and patient’s survey checklist; physicians
filled out physician’s survey checklist and patient record for
each patient included in the study.

Results. For the first time in Russia in a representative po-
pulation of MPN patients in the real-world setting, QoL and
symptom profiles in patients with different MPNs were cha-
racterized and symptom impact on the daily living of MPN
patients was identified. MPN patients exhibited QoL im-
pairment: noticeable detriments in physical and emotional
functioning, as well as in eating and drinking regimen were
found, social functioning was less impaired. More than one
third of MPN patients had significant QoL impairment. The
vast majority of patients experienced fatigue: 92.6 % MF
patients, 83.7 % PI patients, and 82 % ET patients. Symp-
tom prevalence severity differed across different MPNs. Top
disease-related symptoms to be resolved were identified
from patient’s and physician’s perspective. Discrepancies in
the attitudes of MPN patients and their treating physicians
to various aspects regarding the disease and its treatment
were found as well as issues needed to be improved in the
patient-physician communication were identified.
Conclusion. The results of national research program MPN-
QoL-2020 allowed to identify the areas of QoL impairment
and symptom burden in MPN patients in Russia, to verify
areas of concern related to the disease and its treatment
in patients with different MPNs, as well as to highlight the
unmet needs in this patients’ population in our country. The
outcomes of the study may contribute to establishing re-
commendations for improving/maintaining QoL in patients
with MPNs and to developing measures aimed to raise
awareness of this patients’ population about the disease
and its treatment.

Keywords: classical Ph-negative myeloproliferative
neoplasms, polycythemia vera, essential throm-
bocythemia, primary myelofibrosis, quality of life,
MPN10 form.
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BBEJEHME

CranzapTy3anus NoAxo[0B K BeJleHHI0 60JIbHBIX C KJIac-
cuyecKUMM  Ph-HeraTMBHBIMM  MHesonposudepaTHB-
HbIMU HOBooGpasoBaHusMu (MIIH) u yay4iieHuto kaue-
CTBa MeJUIMHCKOM MOMOILY 3TOM KaTeropuu nanydeHToB
BXOAUT B lepedyeHb HanboJjiee aKTyalbHbIX HallpaBJeHUN
vccleloBaTeIbCKOW paboThl MeX/AyHAapoAHOr0 reMaTo-
JIOTUYECKOTO0 CO00ILecTBA Ha NPOTSHKEHUU TOCIe[HEro
necsatunetus [1-3]. Ph-uneratuBubie MIIH — 3To rpynmna
pe/KuX OHKOreMaToJIOrM4ecKHUx 3ab0sieBaHUM, XapaKTe-
pU3YIOLMXCSA KJOHAJbHBIM HapylleHHeM reMoIo33a Ha
YPOBHE KJIETOK-NpeALIeCTBEHHUL] C IPUCYIeH [/ omy-
X0JIM HeorpaHMYeHHON nposudepanueld 3TUX KJETOK,
JuddepeHIUpYIOIIUXCA 10 BCEM POCTKaM KpPOBETBO-
peHMs MHeJIOUZHON HampaBJieHHOCTH. K KjaccuyeckuM
Ph-nHeraTtuBHbIM MITH OTHOCAT UCTUHHYIO IOJUIUTEMUIO
(MII), accenyuanbayo Tpombonutemuto (3T) u mMueso-
¢ubpo3 (MD) [1, 4]. ITu 3a60J1eBaHUS XapaKTEPUIYIOTCH
JJINTe/NIbHbIM XPOHUYECKUM TeyeHUEeM C IOCTeleHHbIM
NpOTrpecCMpoOBaHUEM U CYlLleCTBEHHbIM HapylleHueM
KauecTBa >KM3HU NMalMeHTOB. B COOTBETCTBUHU C KJIWHU-
YeCKUMH peKOMeHJalusMu Tepanus Ph-HeraTuBHBIX
MIIH HanpaBJ/ieHa Ha KOHTPOJIb MUeJonpoaddepanuu u
Cllep>KMBaHUe NpPOrpeccCUpoBaHUs 3ab0JieBaHUS, YMEHb-
LIeHUe PUCKOB 6JIacTHON TpaHchopManuu 3aboJieBaHus,
npeJoTBpallleHue TPOMOOTUYECKHUX U FreMOopparudyeckux
OCJIOKHEHHH, a TakXKe YCTpaHeHHe WJIU obJierdeHuve
CUMIITOMOB, CBSI3aHHBIX C 00JIe3HbIO, U NOAJepKaHue/
yJlydllleHHe KayecTBa >KU3HU NallueHTOB.

B GoJsbLIMHCTBE CJy4yaeB COBPeMeHHBINH apceHas
JleyeOHbIX BO3MOXKHOCTEN I03BOJISIET YCHENIHO KOHTPO-
aupoBaTb TedeHue MIIH pinrtenbHoe Bpems. OpHaxo,
HeCMOTpPS Ha OTHOCHUTEJIbHO O6JIaroNpUsITHBIA IPOrHO3,
60JIbHBIE CTPAJAIOT OT KOHCTUTYLIMOHA/IbHBIX CHMIITOMOB,
BbIPQXKEHHOCTb KOTOPBIX He KoppejaupyeT c ¢a3oi
3a6osieBaHusA. Cpefn Npo6JseM, OCTAIOLIMXCA CErofHs
aKTyaJlbHbIMU B OTHOIUeHUU 6o0sbHBIX MIIH, cienyet
OTMETHUTb HeraTUBHOE BJIUsIHME 3a00/1eBaHUS U JieueHUs
Ha TOBCeJHEBHYIO >KU3Hb MALMEHTOB, HapylleHue HX
$U3UYECKOro U ICUX0JI0TUYECKOT0 COCTOSIHUS, CHIDKEHH e
TpyAocnocobHocTu. KpoMe Toro, cepbe3Hyi NnpobsieMy
Npe/cTaBJsieT YXyAlleHWe KauyecTBa >XKU3HU Y OJIM3KHUX
POZICTBEHHUKOB NaleHToB. Heo6x0AMO NOJYepPKHYTh U
TPYAHOCTH, Tpe/CTaBJsI0I e CErOiHs 60JIblIIOe 3HaYeHHe
Npu BeJleHnU nanreHToB ¢ MITH B pyTHHHOMN KJIMHUYeCKOH
NpaKTHKe. ITO Npex/e Bcero feduuuT GUHaAHCUPOBAHUSA
Y 3aTpyJHeHHe aMOysaTopHOro obecnedyeHus: GOJIbHBIX
MITH poporocTosiljuMy JieKapCTBEHHBIMU IpenapaTaMy
[5], a Takke mpo6JieMbl UHGOPMUPOBAHHOCTHU MAIMEHTOB
Y UX POJICTBEHHUKOB B OTHOLIEHWH 3a60JIeBaHUS U €ero
Jle4eHusl, BONPOCHI JOCTYMHOCTH MeJULMHCKON MOMOIIH.
[TocesHre acneKThl IPUOGPeIN 0c06YI0 aKTyallbHOCTb B
ycnoBusx nangemuu COVID-19.

[ToBbileHHe KayecTBa UM 3GPEKTUBHOCTU MeJULUH-
cKoM nmoMoiny 60bHbIM MITH Bo3MOXHO, ec/iv oHa 06J1a-
JlaeT MallMeHT-OpHeHTHPOBAaHHbIMU XapaKTepPUCTHKAMU
[6]. OpueHTHpPOBAHHOCTD Ha MAllMeHTa — 3TO B T. Y. UH-
$OopMHpPOBAHHOCTh MEJMIMHCKOTO CO06IecTBa O Hapy-
LIEHUAX KayecTBa XU3HU 60abHBIX MIIH, 06 oTHOIIEeHUU
NaLMeHTOB K 60JIe3HU U JIEYEHUI0, & TAK)Ke O TPYAHOCTSX,
C KOTOPBIMU OHU CTAJIKUBAIOTCS B IpoLiecce JieYeHUsl.

KTMHNYECKAA OHKOTEMATO/TON 4

151 U3y4eHUs TPyAHOCTeN U MPOGJIEMHBIX acClIeKTOB
B CHUCTEMe OKa3aHMs IOMOIM mNanueHTaM ¢ Ph-Hera-
TuBHbIMU MIIH B 2014 1. B CIIA 6bL1 MHULMHUPOBAH
KpynHoMacuITabHbld mnpoekT Landmark c yvactuem
813 6osbHbIX MITH 11 457 Bpaueil. B ganbHeiimem (2016 1.)
B MCCJIeJOBAaHUM NPUHSIU yyacThe 699 6osbHbIXx MITH 1
219 Bpaueit us ABctpanuy, Anonuu, Kanagel, lepmanuy,
Utanuu u Benvko6putanuu. B 2018 r. kK mpoeKTy npuco-
eJJMHUJIMCh IpyTHe CTPaHbl, B UCCIeJ0BaHNE OblJIO0 BKJIIO-
yeHo 560 6osbHbIX MITH 1 260 Bpaueii u3 Kuras, Typuuy,
Poccuy, TaiiBans, I0xxnoit Kopeu u CaygoBckoit ApaBuu.
Cpeau 3HAYMMBIX pe3y/nbTaToOB INpoekTa Landmark
Ba)KHO yKa3aTb Ha CyIeCTBEHHOE pacXOXJeHHe OLeHOK
Bpayell M MallUeHTOB B OTHOILIEHUU CIIeKTpa CUMIITOMOB
npu Ph-HeraTuBHbix MIIH, cBsi3aHHBIX € 3a60JieBaHUEM
U JleyeHHeM. OTMe4aeTcsl HaJlMuMe HeyJl0BJeTBOPEHHbBIX
noTpebHocTel y 601bHbIX MITH, HeocTaTOYHAs UX OCBe-
JIOMJIEHHOCTb B OTHOIIEHUH 3a60J1eBaHUS U eT0 JIeYeHHUs, a
TaK>Ke CJIO)KHOCTH, C KOTOPbIMHU CTaJIKUBAOTCS NALEHTHI
¢ MITH B npouecce siedenus [7-13]. OTaenbHO MpoaHaIu-
3MpOBaHbI pe3y/IbTaThl onpoca 40 nanueHToB U 30 Bpavel,
nosyyeHHbole B Poccuum B paMmkax mnpoekTa Landmark.
W3yyeHo BiusHUe XpoHHUYeckux Ph-HeratuBHbix MIIH Ha
pa3Hble acleKThbl >KU3HU OO0JIbHBIX KaK C TOYKH 3peHUs
NaLMeHTOB, TaK U C TOYKU 3peHus reMaTosioros [13].
C ydyeTOM pe3y/]bTaTOB, MOJYYEHHBbIX B MeX/JyHa-
ponHoM npoekTe Landmark, c 1esibio moBbICUTH UHDOD-
MHUPOBaHHOCTb nanueHToB ¢ MIIH ¥ ocBefjoM/IeHHOCTb
MeJIMIIMHCKOI'0 coob1iecTBa 06 0COGEHHOCTAX KauecTBa
J)KU3HU U CIIeKTpa CUMIITOMOB, a TaKXe HM3YYHUTb OTHO-
lIeHMe NMallueHTOB U Bpadyel K Npo6/ieMaM, CBA3aHHBIM C
3aboJieBaHueM U ero JjedenueM, B 2020-2021 rr. B Poc-
cuiickol @esepany peasu3oBaHa HallMOHaJbHasl Ha-
6/r0/laTesibHasl NporpamMMa — uccaefijoBaHue «KayecTso
’KU3HU nanuveHToB ¢ MIIH v oTHoueHue kK npob6JieMaM,
CBSI3aHHBIM C 3aboJieBaHUEM U JieYeHHEM, C TOYKHU
3peHus manueHTOB U Bpadei» (MITH-KXK-2020). B nem
npuHsiad ydactue 1100 nauueHToB ¢ Ph-HeraTuBHbIMU
MIIH u 100 Bpayeii-remaTosioros. [[porpamMma 6bl1a UHU-
LMMpoBaHa MeXKHallMOHAbHBIM LIEHTPOM HCC/1e/J0BaHUA
kavyecTBa >ku3HU (CaHKT-IleTepOypr) moxa 3rujoi Ha-
y4HOU pabouell rpymmnbl «KauecTBO KU3HU U CUMIITOMBI»
EBponelickoit remaTosiorndeckoi accouuauuu (EHA SWG
«Quality of Life and Symptoms»).
B pamkax nporpammbl MITH-K2K-2020 BnepBble npu
WCIOJIb30BAHUM HOBBIX CTaHAAPTH30BaHHBIX ONpOC-
HUKOB II0JIy4eHbl JaHHble 00 0COOEHHOCTSX KayecTBa
JKHU3HU POCCUHCKHUX MallMeHTOB C Pa3JIMYHbIMHA HO30JI0-
ru4ecKuMu popMamu:
® aHa XapaKTepuUCTHKa HauboJiee pacnpocTpa-
HEHHbIX CUMIITOMOB U UX BJIMSIHUS HA Ka4yeCTBO
KHU3HU 60bHBIX MO, UIT u JT;

® YCTaHOBJIEHbl PACXOXJEHUs MexJy NaljMeHTa-
MU M BpayaMHU B OlleHKaX HapylleHUs KayecTBa
’KHU3HU 60bHBIX MITH;

® oIpejiesieHbl TPYAHOCTH, C KOTOPBIMU CTaJKH-
BAlOTCA NaLlMEeHTbl C pa3JM4YHbIMU GopMaMu
MITH;

® o0XapaKTepH30BaHO OTHOLIEHHEe K NpobJeMawm,
CBSI3aHHBIM C 3a60JiIeBaHUMEM M ero JeyeHHeM,
CaMUX NAllMEeHTOB U UX JieJallluX BpavyeH.

B cBA3M c TeM, 4YTO HcCCJeJjOBaHHME IPOXOAMUJIO B
nepuoy naHgemuu COVID-19, nonosiHUTENbHO U3YyYEHO
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MHeHUe NalUeHTOB U Bpauell o HeOOXOAMMOCTH JucC-
TaHLMOHHOTO B3aMMO/IEHCTBUS C JiedalllUM BpauyoM JJis
JIy4lIero KOHTpPOJis 3a60JieBaHUs, a TaKXKe OTHOLIeHHe
Bpauel K Ie/eco06pa3HOCTH H3MeHEeHUs Tepalnuu B
nepuoy, nangemuu COVID-19. OcHOBHble pe3y/bTaThl
NpOrpaMMBbl yKe OCBellleHbl B HayYHO-NPaKTHYeCKOM U3-
JlaHUH, KOTOpoe ObLJI0 NMOATr0TOBJIEHO NPU YYacTUU Bpa-
Yyel-reMaToJIOr0B, BOBJIeUEHHbIX B peal3ali1io IPOeKTa,
Y 4JIeHOB 3KCIEpPTHOI0 KOMMTEeTa, NpeJCcTaBJeHHOI0
BeAyIUMU reMaTtosioramu PO [14].

Hacrosmas craTbsl N0orOTOBJIEHA B LieJIsIX CUCTeMa-
TU3al MU HanboJsiee BaKHBIX Pe3y/IbTATOB NpPOTrpaMMbl
MITH-K?K-2020, xoTopble OTpa)kalOT aKTyaJsbHble IPO-
6s1eMbl 60sibHBIX MITH B oTeuecTBEHHOW KJIMHUYECKOU
NpaKTUKe U B JajibHelllleM MOTYT OBbITb IOJIOKEHBI B
OCHOBY peKOMeH/allui 10 NoAJePKaHHI0 U YJIy4IlIeHHI0
KauecTBa KM3HU NaljMeHTOB JJaHHOro npoduis. B pamMmkax
CTaTbU O0OCYX/JAlIOTC OCOOEHHOCTH KauecTBa KU3HU
6osbHbIX M®, UII u 3T, a Takke BOCOPUATHUS NMpPo6JIeM,
CBsI3aHHBIX C 3a60J1eBaHHEM U JIeUeHUEeM, C TOUYKH 3peHUs]
CaMUX NalMeHTOB U UX JieyallluX Bpauei-reMaTo/I0rOB.

MATEPWAJIbI U METO/1bl

Yyactue naupueHToB ¢ Ph-nHeratuBneiMu MIIH u Bpa-
yel-remaTtosioroB B nporpamme MITH-KXK-2020 mpoxo-
JIMJI0 B BU/le OZJHOKPATHOTO onpoca B epuo/ ¢ 15 aBrycra
2020 r. mo 29 pekabps 2020 r. O6paboTka MaTepuasna
BbeInosiHeHa B 2021 r. [IporpamMma 6blia peanu3oBaHa B
8 peruoHax Poccutickoit ®efepanuu. McciaesoBaHue ofo-
6peHo aTuyeckuM komuteToM HMXI] um. H.U. [Tuporosa
MunszapaBa P®. Bce yyacTHUKM ucciefoBaHus (U ma-
LIMeHTbl, U Bpayd) MNOANUCHIBAJIM HMHPOPMUPOBAHHOE
corjlacMe Ha y4acTde B nporpamme. /s aToro 6bLId
pa3paboTaHbl 06J1aHKM HWHQPOPMUPOBAHHOIO COIJIACHUs
OT/leJIbHO [IJ1F TallUeHTOB U Bpayel.

KpuTtepueM npurianieHys K y4acTHIO B IPOEKTe Bpa-
Yya-reMaToJiora OblJ ONBIT JleyeHUs nauueHToB ¢ MIIH, a
TaK)Xe BO3MO>XHOCTb BKJIIOYEHUS B IPOrpaMMy He MeHee
2 malyeHTOB.

BkJiroueHMe NalMeHTOB B IPOEKT OCYILeCTBJISAI0Ch BO
BpeMsl BUSUTOB K Bpauy. B nporpaMMmy BKJ/IIOYasIu Nalu-
€HTOB C NMOATBEPKAEeHHbIM JHarHo3oM Ph-HeraTuBHOro
MIIH (M®, UIl uau 3T) B Bo3pacTe 18 jieT u crapiie.
B kpuTepuu BKJIIOYEHUS TaKXKe BXOJUJU IOANUCAHHE
naneHTaMd WHPOPMUPOBAHHOTIO COIVIACHA Ha ydacTue
B MCCJIe[JOBaHUU U CHOCOOHOCTb 3alOJTHUTb ONPOCHUKHU
u onpocHble JucTbl. C yyetoM nangemuu COVID-19 u
CBSI3aHHBIX C Hel orpaHUYeHUH Oblla NpejycMOTpeHa
BO3MOXXHOCTb 3allOJIHEHHUsI OIPOCHBIX JIUCTOB, ONpPOC-
HUKOB U 6JIaHKOB HMHQOPMHPOBAHHOI'O COIVIACUA KakK
Ha OGYMaKHbIX HOCHUTeJIIX, TaK U B 3JIeKTPOHHOM BU/eE.
C aToM 1eJ1b10 ObLJIN Pa3pabOoTaHbl 3JIEKTPOHHBIE GOPMHBI,
aHaJIoTMYHble GYMa)XKHbIM BapWaHTaM, [/ 3all0JTHEHUs
C BO3MOXXHOCTBIO COXpaHeHUSs JaHHBbIX U MocaeAyoLien
OTHpaBKU B BUJe 3JIEKTPOHHbIX ¢aioB. [lanueHTb U
BpayHy y4acTBOBaJ/IM B OIIpPOCe HE3ABUCUMO JpYyT OT JipyTra.

B pamMkax ompoca nHanueHTbl OJHOKpPATHO 3aIoJ-
HSJIM CHel{albHbIA ONPOCHUK AJI51 OLleHKH CUMITOMOB
y 6osbHbix MIIH — MPN10, cnenuasbHbI ONPOCHUK
KauecTBa *KU3HU Yy OHKOTeMaTOJ0THYeCKUX OO0JIbHbIX —
HM-PRO, a Takxe ONpPOCHBIM JIUCT NALMEHTa, COJEp-
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JKalUP colhaibHO-IeMorpadudeckyo UHPopMaLUI0 U
BOIIPOCHI, Kacawllyecsi ero OTHOIIeHUs K 3a60J1eBaHHUI0
Y ero JedyeHH0. Bpauu-remMaTosioru 3amnoJiHAIN «KapTy
NaLMeHTa», COZleprKalllyto colMalbHO-JeMorpaduiecKyo
Y KJWHUYecKyl MHQopMauuio o mnanueHTe (JUarHos,
obLIecoMaTUYeCKUH CTaTyC, HaJUihe CUMIITOMOB OIYy-
X0JIeBOM MHTOKCUKAlLM{, Ipynna pHUCKa, OCJIOXKHEHUs
MIIH, cBefeHUsT 0 NPOBOAMMOM Tepanuu, KaTeropus
nanMeHTa: aMOy/JaTOPHbIN, Ha JledeHUHU B CTalMOHape
WJIW Ha [JUCTAHIIMOHHOM B3aUMOJIEMCTBUM), a TaKxe
MHPOpMALMI0 O ero CUMITOMax M KayeCTBe >KU3HHU C
TOYKM 3peHUs Bpaya. Kpome Toro, remaTo/iordn OJHO-
KpaTHO 3aMO0JIHS/IM ONPOCHBIN JIMCT Bpaya, BKJIIOYAOLUUH
colMaJbHO-AleMorpaduieckyro HUHPopMaluoo (BO3pacT,
moJi, npodeccuoHabHBINA CTaX, MecTO paboThl), 061IUeE
BOIPOCHI BeZleHUs naneHTos ¢ MITH 1 Bonpockl B3auMo-
OTHOIIeHHs TallueHT-Bpay.

OnpocHuk MPN10 — ofuH U3 HauboJiee TPOCTHIX U
YA0OHBIX B KJIMHUYECKON NMpaKTHKe WHCTPYMEHTOB JJIs
OLleHKU crnenuduyecKux CUMITOMOB y 6GoJsibHbix MITH
[16, 17]. Onpocuuk MPN10 no3BoJisieT OLeHUTh CTENEHb
TskecTH 10 CUMITOMOB, Yallle BCEro BCTPeYarIUXCs Y
6osibHBIX MIIH: cabocTH, paHHero HachlllleHUs], HENpHU-
STHBIX OLIyLIeHUN (AuckomdopTa) B KUBOTE, BSJIOCTH
(cHMKeHUsI aKTUBHOCTH), MpoO6JIeM C KOHIleHTpauuei
BHUMaHMUsl, HOUHOW NMOTJIMBOCTH, KOXKHOTO 3yZa, 60U B
KOCTSIX, IOBBIIIEHUS] TeMIlepaTyphl Tesa U HellpeJHaMe-
pPEeHHOro CHW)XeHHs Macchl Tesa. CHMNTOMBI OlleHMBa-
I0TCS nangueHToM no 10-6aanbHON mKase: 0 6a/10B —
HeT cuMIToMa; 10 6GaysjloB — MaKCHMMaJjbHasl CTeleHb
TSXKECTH CUMIITOMA, KOTOPYI0 MOXHO cebe NMpeACTaBUTb.
MakcuMa/ZbHBI ypOBeHb C/1abOCTH OlleHHWBaeTcs 3a
npouejmue 24 4; MaKCHMa/IbHbIH YpOBEHb paHHEro
HaCblllleHUs, HEeNPUSTHBIX omylieHud (guckomdopra)
B KMBOTE, BSJIOCTU (CHUKEeHHUsI aKTUBHOCTH), Ipob6JieM
C KOHIleHTpalMed BHUMaHMA, HOYHOM MNOTJIMBOCTH,
KOXKHOTO 3y/1a, 60J11 B KOCTSIX, TOBbILIEHUS TeMIlepaTyphbl
TeJa — 3a NpouUlefllyl0 HeJesl0; MaKCHUMaJbHbIM ypo-
BeHb HelpeJHAMePeHHOI0 CHM)KeHHUsI Macchl TesJa — 3a
nocsefHue 6 Mec. O6paboTka JaHHBIX MO ONPOCHUKY
MPN10 npefnoJiaraeT BMeCTe ¢ aHaJIU30M UHPOpPMaLUU
0 CTEINEHU TSKeCTH Kaxkaoro u3 10 cumntToMoB 1o 10-6aJ1-
JIbHOW UUGPOBON OIEHOYHOM IIKajie pacyeT O0O6Iero
pe3y/ibTaTa OLleHKU CUMIITOMOB B BU/Jie CpeJiHero 6asa
BbIPQ)KEHHOCTH BCEX CHUMIITOMOB, yMHOXXeHHOTo Ha 10
(npu ycn0BUY, YTO MallMeHT OTBETUJ Kak MUHUMYM Ha
6 BornpocoB u3 10). /luana3oH 3HaYeHUN 06IIET0 pe3y/ib-
TaTa oleHKUu cuMnToMoB — oT 0 0 100 (yeM Bblille 6aJsL,
TeM 6oJibllle 0611asA CTeleHb TSXKEeCTH BCeX CUMITOMOB).
[Ipu o1jeHKe BbIPa)KEHHOCTH OT/€/IbHBIX CHMIITOMOB IIPU-
MeHseTcs cleAylollas rpagauusa: 1-3 6ajja — He3Ha-
YUTEJbHO BbIPaKeHHbIH CUMNTOM; 4-6 6a/10B — yMe-
PEeHHO BbIpakKeHHbIN cuMnToM; 7-10 6asjioB — CUJIBHO
BbIpa)KeHHBIN CUMIITOM. [IpY 3TOM YMepeHHO UJIM CUJIbHO
BbIpa)KeHHblE CUMIITOMbl OOBEJUHSJU B KaTeropHuio
«3HAYMTeJbHO BblpaXKeHHble CUMITOMBI» (4-10 6aJ110B).
Pycckast Bepcus onpocHuka MPN10 paspa6oTaHa u anpo-
6upoBaHa B 2020 r. [18]. OnpocHuk MPN10 BkJoueH
B HanuoHa/nbHble KJIMHHYECKHE PeKOMeHJalLWU IOo Je-
yeHU10 60/1bHbIX MITH /17151 O1leHKH KJIMHUYeCKOro OTBeTa
Ha Tepanuto [1].

Onpocank HM-PRO (Haematological Malignancy
Patient-Reported Outcome Measure) — 3TO UHCTPYMEHT
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KTMHNYECKAA OHKOTEMATO/TON 4

Ta6nuua 1. CouymnanbHo-gemorpaduyeckas xapakTepuctika nayneHtoB ¢ Ph-HeratneHbiMu MIMH

Bce naumeHTbI

Mokasatenb ¢ MIH (n =1100) M® (n = 355) un (n = 408) 3T (n=337)
CpepHuii Bo3pacT (+ SD) Ha MOMEHT onpoca, net 57,8 (+14,1) 59,3 (£ 12,6) 59,5 (£ 13,8) 54,0 (£ 15,4)
Bo3spactHble rpynnbl, 1 (%)
18-29 nert 35(3,) 4(11) 7(1,7) 24(7,1)
30-39 net 116 (10,5) 28(7,9) 43(10,5) 45 (13,4)
40-49 net 145 (13,2) 46 (13) 43(10,5) 56 (16,6)
50-59 net 235 (21,4) 83(23,4) 83(20,3) 69 (20,5)
60-69 net 339(30,8) 118 (33,2) 129 (31,6) 92 (27,3)
70-79 net 181(16,5) 61(17,2) 80 (19,8) 40 (1,9
80-89 net 47 (4,3) 14 (3,9) 23(5,6) 10 (3,0)
>90 net 2(0,2) 1(0,3) — 1(0,3)
COOTHOLLEHME XEHLLMH/MYXUUH, 1 (%) 670/430 (60,9/39,1)  208/147 (58,6/41,4)  223/185 (54,7/45,3)  239/98 (70,9/29,1)
PervnoH npoxuBaHns B COOTBETCTBUN C thefepanbHbiM OKpYrom, n (%)
[lanbHEeBOCTOYHbIN 169 (15,4) 37(10,4) 77 (18,9) 55 (16,3)
MpuBOMXCKMiA 185 (16,8) 57 (16,1) 72 (17,6) 56 (16,6)
CeBepo-3anaaHbilii 277 (25,2) 81(22,8) 99 (24,3) 97 (28,8)
CeBepo-KaBka3sckuit 5(0,4) 2(0,6) 2(0,5) 1(0,3)
Cnbupckuii 46 (4,2) 16 (4,5) 17 (4,2) 13(3,9)
Ypanbckuit 54 (4,9) 10 (2,8) 16 (3,9) 28(8,3)
LleHTpanbHbIi 304 (27,6) 130 (36,6) 107 (26,2) 67 (19,9)
OXHbIRA 60 (5,5) 22 (6,2) 18 (4,4) 20(5,9)
Mecrto npoxuBanus, n (%)
lopon 922 (83,8) 293 (82,5) 343 (84,1) 286 (84,9)
Cenbckasi MECTHOCTb 178 (16,2) 62 (17,5) 65 (15,9) 51(15,1)
O6pa3soBaHue, n (%)
Bbiclwee/HenonHoe Bbiclwee 520 (47,3) 158 (44,5) 186 (45,6) 176 (52,2)
CpefiHee cneunanbHoe 412 (37,5) 139(39,2) 153 (37,5) 120 (35,6)
CpenHee 155 (14,1) 54 (15,2) 63 (15,4) 38(1,3)
[pyroe 9(0,8) 3(0,8) 4(1,0) 2(0,6)
Bbiclee + cpefHee cneumnanbHoe/TEXHUKYM 4(0,4) 1(0,3) 2(0,5) 1(0,3)
3aHaTocTb, n (%)
Pa6otatoT nonHblii paboyunii feHb 401 (36,5) 110 (31) 137 (33,6) 154 (45,7)
Pa6otatot HenosHbI paboynin AeHb 73 (6,6) 22 (6,2) 29 (7,1) 22 (6,5)
He pa6ortatot 143 (13,0) 53 (14,9) 47 (1,5) 43 (12,8)
Yyatcs 6(0,5) 0 2(0,5) 4(1,2)
Haxopstcs Ha neHcum 464 (42,2) 167 (47,0) 187 (45,8) 110 (32,6)
[eHcuoHepsbl, paboTatoLme NosHbIA paboynit AeHb 8(0,7) 1(0,3) 5(1,2) 2(0,6)
lMeHcuoHepsbl, paboTatoLumne HenosHbIA paboynin AeHb 4(0,4) 2(0,6) 0 2(0,6)
HeT paHHbIX 1(0,1) 0 1(0,2) 0
CemeitHoe nonoxenue, n (%)
XeHaTbl/3amyxem 758 (68,9) 245 (69,0) 291(71,3) 222 (65,9)
Xonoctble/He 3amyxem 87(7,9) 20 (5,6) 24 (5,9) 43 (12,3)
Pa3BefeHHble 97 (8,8) 33(9,3) 30(7,4) 34 (10,0)
BpoBubl/BLOBbI 158 (14,4) 57 (16,1) 63 (15,4) 38 (1,3)
Hannune nxeanugroctu, n (%)
[a 431(39,2) 188 (53,0) 161(39,5) 82 (24,3
Het 666 (60,6) 167 (47,0) 244 (59,8) 255 (75,7)
HeT paHHbIX 3(0,3) 0 3(0,7) 0

SD — craHpapTHoe oTknoHeHue; UM — nctuHHas nonuumutemus; MIMH — muenonponudepatmBHoe HoBoobpasoBaHue; M® — muenodnbpos; AT — scceHun-

anbHas TpoMboLMTEMUS.

OLéHKHM KadyeCTBa »HW3HHM W CHMIITOMOB HOBOI'O ITOKO-

yactu b npegHa3Ha4YeHbl

AJid  OL€HKHW CHUMIITOMOB,

JleHUs, pa3paboTaHHbIM chenuaaucraMu EBpomneiickoi
remaTtoJiornyeckoi accounanuu (EHA) cnenyuanbHo Ass
NpUMeHeHUs] B KJMHHUYECKOW NpaKTHKe y MalUeHTOB
C OHKOreMaToJIOTUYeCKUMHU 3aboJsieBaHusMu [19, 20].
OMpOCHUK COCTOUT U3 [IBYyX YacTel: yacTu A (24 Bompoca)
u yactu b (18 BompocoB). Bonpock! yactu A npeaHasHa-
YyeHbl [JIs1 OMNpejieJleHUs] HapylleHUsl KayecTBa >KHU3HU
B HacTosllllee BpeMs IO CJeAyMOIIMM acneKkTaM MOoBCe-
JIHEBHOM U3HU: dusndeckoe GyHKIMOHUpOoBaHUe (7 Bo-
MpocCoB), couuasbHoe GyHKIMOHUPOBaHue (3 Bompoca),
3MolOoHalbHOe ¢yHKIMOHUpoBaHUue (11 Bompocos),
pexXuM IpyveMa NUIIM U NUTba (3 Bompoca). Bonpocsl

CBSI3aHHBIX C 3a00JIeBaHUEM U JiedeHHeM, U UX BJIUSHUSA
Ha ofllee COCTOSIHME MallMeHTa B TeyeHHe MNOoCJeJHUX
3 fHeil. [lokasaTesu Mo IIKaJaM ONPOCHMKA BbIpaXaloT B
6asnax ot 0 1o 100: yeM BbIllIE TOKA3aTeJb, TEM OOJIbIIE
CTelleHb HapyllleHHs KauyeCTBa »KU3HU U CUJIbHee BJIMsHUe
CUMIITOMOB Ha 00lljee COCTOsIHMe MaLueHTa. Kpome Toro,
NP paszie/IeHNH BONPOCOB OMPOCHUKA M0 1lIKaJlaM Npej-
YCMOTpPEHO oOlpefesieHre oOLUX (CyMMapHbIX) 6a/lIoB
s gyactedt A u b. CymMapHbIi 6ajij 4acTu A xapaKTepu-
3yeT cTeleHb HapylLleHNs KauyecTBa »KU3HU: 0-6 6aJ1/10B —
HeT HapyuleHusi; 7-24 6amia — He3HayUuTeJbHOe
HapyuieHue; 25-40 6ayjioB — yMepeHHOe HapylleHHEe;
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Ta6nuua 2. O6Lan xapakTepucTmka Bpadeii-rematonoros (n = 100)

Mokasarenb 3HayeHune

CpepHuii Bo3pacT (+ SD) Ha MOMEHT onpoca, et 42,3+12,4
COOTHOLLEHME XEHLLMH/MYXUMH, % 85/15
[podheccmoHanbHbIi cTax, %

<5 nert 20

6-10 net 16

11-15 net 15

>15 net 49
Mecto pa6oTbl, %

Cneunann3npoBaHHbIi FeMaToNOrMYECKUI LIEHTP 37

CneunannuanpoBaHHOe remaTonormieckoe otTaeneHme 34

KMHNYECKON B0MbHNLbI

AmBynaTopHOE OTAENEHNE/AHEBHOM CTaLMOHAP 29

SD — cTaHaapTHOE OTK/IOHEHME.

41-74 6anna — cuibHOe HapyuieHue; 75-100 6am10B —
OuYeHb CUJIbHOE HapylleHHe. YMepeHHOe, CUJIbHOE U 04eHb
CUJIbHOE HapylleHUsl pacCMaTPUBa/IM KaK 3HAUUTeJIbHOe
HapylleHHe KayecTBa >XM3HU. CyMMapHbIM 6aJi1 4yacTu
b xapakTepusyeT CcTelneHb BJIMSHHUS CHMITOMOB Ha
obuiee cocTossHUe nanveHTa: 0-2 6ajja — HeT BJAUSAHUSA
CUMNTOMOB; 3-15 6a/17I0B — He3HauMUTeJIbHOe BJIUSHUE;
16-29 6am10B — yMmepeHHoe BiausiHue; 30-64 6amia —
cuibHOe BaugHUe, 65-100 6asyIoB — O4YeHb CUJIbHOE
BJIMsIHME. YMePEeHHOe, CUJIbHOE U 0YeHb CUJIbHOE BJIUSHUSA
CUMIITOMOB paccMaTpHBa/IM KaK 3HAUUTeJIbHOe BJIMsSIHUE
cMMITOMOB. Pycckas Bepcus onpocHuka HM-PRO paspa-
6oTaHa 1 anpo6upoBaHa B 2020 1. [21].

BceM ydacTHHKaM NepeJ, Ha4aJloM onpoca 6bUIM JAaHbl
VMHCTPYKLMU O NOpsi/iKe U NPUHLMIIe 3an0/IHeHUs1 popM, B
T. 4. B 3JIEKTPOHHOM BU/e. [INTeIbHOCTb 3aM10/IHeHNs GopM
NalMeHTOM COCTaBJIsiia 0Kos1o 20 MUH, BpauoM — 15 MUH.

PacyeT MHUHMMaJbHOTO 06beMa BbIOOPKU NPOBeJEH
Ha OCHOBaHMMU HMelolllelics MHGopMaLuu 06 OpUeHTHpPO-
BOYHOM uucjae 60abHbIX MITH B Poccuiickoit ®enepanuu
NpY allpoOKCHMAalMM JaHHBIX 110 PacnpoCTPaHEHHOCTHU
MIIH B r. CaHkT-IleTep6ypre: 8500 manueHTOB C mep-
BUYHbIM M®, 11 500 — ¢ 3T u 20 000 — c UII [15]. [Tpu
JIOBEPUTENIbHON BeposATHOCTH 95 % U BepoOSTHOCTH
o6k 5 % omnpejeseHo, YTO B NPOrpaMMy [JOJHKHO
ObITh BKJIIOYeHO 368 manueHToB ¢ M®, 377 — ¢ UIl u
372 — ¢ 3T. TakuM o6pasoM, 061Iee YHUCJA0 MALUEHTOB B
BbIGOpKe cocTaBuio He MeHee 1100 yest0BeK ¢ IPUMEPHO
paBHBIM paclipe/ieJieHueM 10 H030JI0TM4ecKUM popMaM.

B nporpamme MIIH-KXK-2020 npuHaau ydacTue
1100 nanueHToB ¢ Ph-HeratuBHbiMu MITH 1 100 Bpayei
u3 37 snedyebHO-IpoduIaKTUYECKUX yupexaeHuil (JIIY)
13 pa3HbIX pernoHoB Poccuiickoit ®Penepanuu. Conyanb-
Ho-ZleMorpaduyeckasi XapaKTepUCTHKa MallueHTOB BO
BCell BbIOGOPKe U pU pasHbIX popmax MITH npescraBieHa
B Tab6J1. 1, xapaKTepuCTUKa Bpayeill — B TabJI. 2.

CormacHo QopMe 3abosieBaHuUs, paclipesiesieHHe
60JIbHBIX 6bLI0 caeaytomuM: 355 (32 %) nauueHToB ¢ MO,
408 (37 %) — c UIl, 337 (31 %) — c IT. CpegHuit Bo3pact
MaleHTOB coCTaB/s1 58 + 14 sieT; 61 % keHuuH. B rpynne
naugueHToB ¢ T o keHuuH 60sblie (71 %). [lanueHTs],
MPOXKMBAIOILIKE B CEJIbCKOM MEeCTHOCTH, COCTaBUIU 16,2 %,
ocTaJibHast 4yacTh (83,8 %) — ropoackue xxurtend. CornacHo
pervoHy NpoXKUBaHUS, B IPOrpaMMy BKJIFOUEHbI NMaleHThbl
13 8 denmepasibHBIX OKPYroB; 6OJblIasg [0S MalEeHTOB

KauectBo xun3Hu nayneHtos ¢ Ph— MIMH 183

28%\ ’ /15%
4
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Puc. 1. PacnpegeneHune cneunanmctoB no permoHam HaxoXaeHus
NIMNY ¢ ykazaHuem degepansHOro okpyra

Fig. 1. Distribution of physicians across the Federal districts where
their health and preventive facilities are located

6buia u3 llenTpanbHoro, CeBepo-3amagHoro, [IpuBOJIK-
ckoro 4 /labHeBOCTOYHOTO desiepabHbIX OKPYToB — 27,6,
25,2,16,8 u 15,4 % 60JIbHBIX COOTBETCTBEHHO.

[TouTH 1NOJIOBMHA  YYaCTHUKOB  HCCJIeJ0BAaHUSA
(47,3 %) umeroT Briciliee o6pazoBaHue, 51,6 % — cpenHee
WJIHU CpefiHee cllellMajJbHOoe o6OpasoBaHMe. Pa6oTatoT
42,2 % nanueHToB, He pa6oratoT — 13 %. Ha nencuu
HaxonsaTcsa 43,3 % desoBek, kpoMme Toro, 12 (2,6 %)
NIEHCHUOHEPOB NPOJO/DKAIOT TPYAUTBHCS TOJHBIM WU
HeMNoJIHBbIM pabounil eHb. Y4YalluMHUCs BY30B SIBJISIOTCSA
0,5 % nanueHTOB. B 6pake coctodaT 68,9 % y4yacTHUKOB,
He cocToAT B 6pake — 7,9 %, pasBeneHbl — 8,8 %, BIOB-
cTBYylOT — 14,4 %. Hanuyue MHBaJIUJHOCTU YKasaau
39,2 % yesiOBEK.

[TopaBastolee GOJBIIMHCTBO MallMeHTOB y4acTBO-
BaJlM B OIlpOCe BO BpeMs IJIAHOBOTO aMOGY/JaTOPHOIO
npuema (83,6 %) wau guctaHuroHHo (7,5 %). BosibHble,
noJly4aBliye MOMOLIb B CTAllMOHApe, COCTABU/IN TOJIbKO
8,9 % BbI60pKU. COIVIACHO aHHBIM ONPOCa, B 1ieJI0M NIPU-
YMHa NocellleHus] Bpadya-reMaToJiora 3a nocjaeJHUi ros B
60JIbIIMHCTBe cay4vaeB (83,6 %) cocTosi1a B KOHTPOJIBHOM
ob6ciejoBaHMM. B KauecTBe OCHOBHOM NPUYMHBI HWJIH
OIHOM U3 MPUYUH NoceleHus Bpava 34,2 u 9,5 % nauu-
€HTOB COOTBETCTBEHHO yKa3aJlUu NoJly4eHre JJeKapCTBeH-
HOIO INpenapaTa WM TOCHUTAIU3aLHUI0 110 3KCTPEHHbIM
NoKa3aHUsAM. YTo KacaeTcs OTAe/bHbIX HO30JI0IMYeCKUX
¢dopm MIIH, nosyyeHue JlekKapCTBEHHOI0 penapaTa Kak
LieJIb [IocellieHUs reMaTosiora oTMeTuau 40,8 % 60bHBIX
M®, 31,6 % — c UIl u 30,4 % — c 3T, rocnuTanusanus
umesa Mmectoy 15,6,9,8 uy 2,7 % 6osabubix M®, UIT u 3T
COOTBETCTBEHHO.

CpennHuit Bo3pacT Bpauel coctapJsia 42 + 12 jieT, no-
JlaBJisitolliee GOJILLUIMHCTBO ClieljuanuctoB (85 %) 6bL1U
JKeHIIUHbI (Tabs. 2). [loyTu nmosoBuHa Bpayeit (49 %)
UMeIT nNpodeccHoHaIbHbIN cTax 6oJiee 15 seT. [lo Buay
JIIIY cnenyanucTbl B BbIGOPKEe paclpejieUJIUCh NpH-
MepHO OZIMHAKOBO: ClleliMaJUu3UPOBaHHbIN reMaToJIoru-
yecKUH 1eHTp — 37 %, cneluaiM3upoBaHHOe reMaToJ10-
FMYECKOe OTJeJIEHHE KJIMHHUYECKOU 00JbHUILLI — 34 %,
aMb6y/naTOpHOE OT/JiesieHUe /IHEBHOM cTanuoHap — 29 %.
CornacHo ¢esiepabHBIM OKpyraM, B KOTOPbIX HaXOAATCS
JITIY, rae paboTalOT CHenyaauCcThl, 60Jblliee KOJIUYeCTBO
Bpauel-reMaTosoroB npezcrabisioT CeBepo-3anafHbId
(33 %), LlenTpanbHbiii (28 %) lanbHeBocTO4YHBIH (15 %)
u [IpuBomxckuit (13 %) desnepanbHble okpyra (puc. 1).



184 T.U. NoHoBa u ap.

CorylacHO ONPOCHBIM JIUCTaM Bpayeil, GoJiblie Mo-
JIOBUHBI TeMaToJIOTOB yKa3aJj¥, YTO KaXJAbld Mecsl y
HUX HabGJ0AalTcsd B cpeaHeM oT 1 no 10 manueHTOB C
MIIH (65, 55 1 64 % crnenuaayMcToB KOHCYJbTUPOBAJIU
B TeyeHue 1 mec. MeHee 10 6oabHBIX M®, UIl 1 IT cooT-
BeTCTBEHHO). Tosibko 6 % cnenuaJucToB OTMETHIIH, YTO
KaXK/JIblll Mecsill TPOBOASAT JieueHUe/HabJlo/leHue GoJsee
20 manueHToB ¢ M®, 12 % — 6os1ee 20 nanuenTos c UII/
I9T. Takyio wuHbopMalnUi0 MPEeJOCTABUJIU B OCHOBHOM
cnenuaaucTel cnegyroimux JIMY: ®I'BY «HanuoHaabHbIN
MeJULMHCKUN UCCIe0BaTeNbCKUM 1eHTp uM. B.A. An-
Ma3oBa», MOCKOBCKHU TOpOACKON reMaToJO0THYeCKUN
ueHtp ['BY3 «lopojckas kJuHUYecKass OOJIbHUIA UM.
C.II. borkuna [JI3M», ®I'bY «HMMUI] remaTos0oruu»
MunsapaBa Poccuu, 'BY3 MO «MOHUKHU nm. M.®. Bragu-
MUPCKOT0», MOJUKJIUHUKA C KIMHUKO-IUArHOCTUYECKUM
nentpom @PTBOY BO «IlepBbiii CaHKT-IleTepOyprckuit
rOCy/lapCTBEHHBIA MEJULUHCKUN YHUBEPCUTET UM.
akaa. W.II. IaBnoBa», TAY3 «OpeH6yprckasi o6JiacTHas
KJIMHUYecKas 60bHUIAa». OTHOCUTEJILHO TOT'0, KaK 4acCTO
Bpauu npuriamamT 60abHbIx MITH, HaxoasAmuxcs B cTa-
OUJIbHOM COCTOSIHUM, Ha IJIaHOBbIE BU3UTHI, 69 % Bpauei
OTMETUJ/IM, YTO KOHCYJbTHUPYIOT NalLUeHTOB 1 pas B
2-3 Mec.; 28 % Bpadell — 1 pa3 B 10JIr0/ja U pexe; TOJIbKO
3 % Bpaueil KOHCYJbTUPYIOT MAallUeHTOB, HAXOASIIUXCS B
CTabUJIbHOM cOCTOsIHUM, 1-2 pasa B Mecsu. Ha Bonpoc B
OTHOIIIEHHUHU HCIO0Jb30BaHUS JUCTAHIIMOHHOTO B3aHWMO-
JeicTBus 64 % Bpauel OTBETUJIH, UTO NOIb3YIOTCHA ITUMHU
BO3MOXKHOCTSIMU C OTZeJIbHBIMU MaliueHTaMu, 34 % — co
BCeMU MallMeHTaMy, a 2 % Bpauell He UCIOJIb3YVIOT 3TOT
METO/, OOIIeHUSI C 6OJILHBIMH.

CraTMcTMYeCKnit aHanus

JlaHHble oONMCaTeJbHON CTAaTUCTUKU TNpPeJCTaBJIEHbI
B BHJle KOJMYECTBa HaOJIIOJeHWUH, NPOLEHTHBIX [l0JeH,
CpeJiHUX 3HaYeHUH, Me/iuaH, KBapTuJel. [Ipu Bei6ope Kpu-
Tepysi NPOBEPKU CTAaTUCTUYECKOW 3HAYMMOCTH PasJIU4UU
MeX/y aHaJIW3UpyeMbIMU IOKa3aTess MU OCHOBBIBAJIMChH
Ha xapaKTepe paclpejiesieHHUsl JJaHHbIX, OLleHEHHOM C I10-
Molibio TecTa KosmoropoBa—CMupHoBa. [Ipu cpaBHeHHH
KOJIMYeCTBEHHBIX IT0Ka3aTeJiel B Tpex IpyIlnax nalrleHToB
npuMeHsiIM napaMeTpudeckuit Tect ANOVA u Hemapame-
Tpudeckuit Tect ANOVA Kpackena—Yosirca ¢ monpaBKon
Bondepponu. CpaBHeHMe MNpONOPLUHA B Tpex TIpymmax
60JIbHBIX IIPOBOJIMJIM C MIOMOLIBI0O KpUTEepHUs X2 Bce TecThl
JIByCTOPOHHME, PA3JM4UA MeX/]y CpaBHHBAaeMbIMH [pyII-
MaMM CYUTAIM CTaTUCTHYECKH 3HAYUMBbIMU npu p < 0,05.
CTaTUCTHMYeCKUM aHa/lM3 IpOoBe/leH C HCIOJIb30BaHUEM
nporpaMMHoro o6ecnedeHus SPSS 23.0 u MedCalc.

PE3Y/IbTATbl U OBCYXAEHUE

KnuHuyeckaa xapakrepucTuka nalueHToB

OcHoOBHas KJIMHUYeCKasl XapaKTepUCTHKa NaljMeHTOB
¢ M@, UII u 3T npeacrassieHa B Tabs. 3, 4 u 5 cooTBet-
CTBEHHO.

O6paiaer Ha cebs BHMMaHHWe, YTO NpPHU OLEHKe
NPOTHOCTUYECKOro pucka npu MO Bpauu B MeHblied
CTeleH! TI0J1b30BaJMCh TaKUMH IPOTHOCTUYECKUMU
LIKaJlaMU, KaK CUCTeMbl cTpaTudukauuu pucka MIPSS u
DIPSS+. CUMOITOMBI OIIYX0JIEBOM UHTOKCUKAI[UU YCTAHOB-
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Ta6nuua 3. KnmHnyeckas xapaktepucTmka nauneHToB ¢ Mmenounopo3om

Yucno naymeHtos

Mokaszatenb (n =355)
®opma M, n (%)
[TepBnYHBbIi 306 (86,2)
Moct-3T 13 (3,7)
Moct-UN 35(9,9)
He ykasaHa 1(0,2)
Cratyc no wkane ECOG, n (%)
0 6annos 98 (27,6)
16ann 181(51,0)
2 6anna 59 (16,7)
3 6anna 1(3,1)
4 6anna 3(0,8)
HeT paHHbIX 3(0,8)
CuMNTOMBI OMyX0NEBOW UHTOKCUKALMK, 1 (%)
Het 243 (68,5)
Ectb 112 (31,5)
Jlnxopapka > 37,8 °C 18 (16,1)
Moteps maccol Tena =10 % 71(64,3)
HoyHas notnmBocTb 62 (55,4)
Bce tpu cumntoma 3(2,7)
CnneHomeranus, n (%)
Her 96 (27,0)
Ectb 252 (71,0)
CeneseHka ypaneHa 7(2,0)
Puck no wkane IPSS, n (%)
0 6annoB — HU3KMIA PUCK 74(20,8)
16ann — NPoOMeXyTOYHbIA-1 pnuck 86 (24,2)
2 6anna — NPOMEXYTOUHbIA-2 PUCK 61(17,2)
>3 6annoB — BbICOKUiA pUCK 59 (16,6)
HeTt paHHbIX 75 (21,1)
Puck no wkane DIPSS, n (%)
0 6annoB — HU3KMIA PUCK 53(14,9)
1-2 6anna — NPOMeXyTOUHbIA-1 pUcK 123 (34,6)
3-4 6anna — NPOMEXyTOYHbINA-2 PUCK 95 (26,8)
> 5-6 6annoB — BbICOKWA PUCK 16 (4,5)
HeT faHHbIX 68 (19,2)
Puck no wkane DIPSS+, n (%)
0 6annoB — HU3KUIA PUCK 25 (7,0)
16ann — NPoOMEeXyTOYHbIA-1 puck 36 (10,1)
2-3 6anna — NPOMEXYTOYHbINA-2 PUCK 77 (21,7)
>4 6annoB — BbICOKUIA pUCK 38(10,7)
HeT paHHbIX 179 (50,4)
Puck no wkane MIPSS, n (%)
0-0,5 6anna — HN3KKMI puck 17 (4,9)
1-1,5 6anna — NPoOMeXxyTOuUHbIA-1 puck 19 (5,4)
2-3,5 6anna — NPOMEXyTOYHbIA-2 pUCK 53(14,9)
>4 6ann0B — BbICOKUI PUCK 14 (3,9)
HeT paHHbIX 252 (71,0)
OcnoxHeHus 3abonesanns, n (%)
Tpom603bl 38(10,8)
KpoBoTeueHus 25 (7,1)
Tepanus ko BpemeHu onpoca, 1 (%)
He nposoaunacb 36 (10,1)
[MpoBoannacb 319 (89,9)

CpefHas (AnanasoH) AUTeNbHOCTb TekyLLen
Tepanuu, Mec.

43,5 (0,25-264)

CpepfHas (onana3oH) AnnTeNbHOCTb OTBETA, MeC. 27,8 (0,5-120)
['pynna nauwnenTos, n (%)
[Monyyatowme ambynaTopHoe neyeHne 271(76,3)
[InCTaHLUMOHHOr0 B3aNMOAencTBUS 29 (8,2)
[TonyyatoLme cTaunoHapHoe neyexne 55 (15,5)

DIPSS — MexpayHapofHas AnHamMuyeckas nporHocTuyeckas Lkana;

ECOG — BocTouHas 06beanHeHHas rpynna oHkonoros; IPSS — MexpayHa-
poaHas nporHocTuyeckas wkana; MIPSS — MexayHapoaHas MyTaLMOHHas
nporHocTuyeckas wkana; M® — mnenomnbpos; noct-UNM — noctnonnumute-
Muyecknit; nocT-3T — NoCcTTPOMOOLINTEMUYECKHUIA.
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Ta6nuua 4. KnvHnyeckasn xapakTepucTmka naumeHToB C UCTUHHOWM
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Ta6nuua 5. KnuHnyeckasn xapakTepuctmka nauyneHToB

nonvuutemmen C acceHumanbHoi TpomboumnTemmeit
Yucno naumeHToB Yucno naumneHToB
Mokaszarenb (n=408) Mokasartenb (n=337)

Cratyc no wkane ECOG, n (%) Craryc no wkane ECOG, n (%)

0 6annos 135 (33,1) 0 6annos 162 (48,1)

16ann 211(51,7) 16ann 147 (43,6)

2 6anna 57 (14,0) 2 6anna 26 (7,7)

3 6anna 5(1,2) 3 6anna 1(0,3)

CYMNTOMbI ONYX0NEeBOI MHTOKCUKALMN, 1 (%) Het paHHbIX 103
Her 348 (85,3) CvMNTOMBI ONYX0NEBOW UHTOKCUKALNH, 11 (%)

Ectb 60 (14,7) Hert 316 (93,8)
Jlnxopapka > 37,8 °C 4(6,7) Ectb 21(6,2)
Moteps maccbl Tena =10 % 24 (40,0) Jlnxopapka > 37,8 °C 3(14,3)
HoyHas notnneocTs 43 (7,7) Moteps maccol Tena 210 % 7(333)

CnneHomeranus, 1 (%) HoyHas noTAnBoOCTh 16 (76,2)
Her 239 (58,6) Bce Tpu cumnToma 2(0,6)
EcTb 167 (40,9) Crninexomeranus, n (%)

CeneseHka ynaneHa 2(0,5) Hert 295 (87,5)

PU1CK TPOMBOTUYECKMX OCTIOXHEHMH no R. Marchioli, n (%) Ectb 40 (11,9)

0 67108 — HU3KWii 96 (23,5) L2l 2 R 2L

16ann — NPOMEXYTOUHbIiA 130 (31,8) Puck TpomboTiyeckmnx ocnoxreuii no wkane IPSET-thrombosis, n (%)

2 6anna — BbICOKMiA 174 (42,7) 0—16ann — HU3KMiA 150 (44,5)

Het paHHbix 8(2,0) 2 6anna — NPOMEXYTOUHbIA 98 (29,1)

OcnoxHeHns 3a6oneBanns, n (%) >3 6annoB — BbICOKUI 84 (24,9)
TpoMGo3bi 77(19.) Her AaHHbix 5(15)
Kposoteyenns 23 (5,7) OcnoxHenus 3a6onesanus, n (%)

Tepanus Ko BpeMeHu onpoca, 1 (%) Tpom603bl 46 (13,6)
He npogoamnack 21(5,2) KpoBoTeueHus 14 (4,2)
MpoBoaunack 386 (94,6) Tepanus ko BpemeHun onpoca, n (%)

CpepaHsisi (amana3oH) AANTENbHOCTb TeKyLL el 49,4 (0,25-241) He npoBogunach 28 (8,3)
Tepanuu, Mec. [TpoBoannacb 309 (91,7)

CpepHss (ananasoH) ANMTENbHOCTb OTBETA, MEC. 31,7(0,25-192) CpepnHsisi (anana3oH) LIUTeNbHOCTb TEKYLLEN 42 (0,25-183)

Tpynna nauueHToB, n (%) VEENZ, CIEE:

MonyJaloLuye aMGynaTOpHOE feveHie 344 (84,3) CpepHss (onana3oH) ANMTENbHOCTL OTBETA, 29,3 (0,25-144)

JICTaHLIMOHHOTO B3aUMOoaEicTBUS 31(7,6) Mec.

MonyyaroLme CTalMoOHapHOE NeyeHne 33(8,1) 'pynna naumneHnTos, n (%)

ECOG — BoctouHas 06beanHeHHas rpynna OHKOMOroB. Monyyatowme ambynaTopHoe neyeHne 305 (90,5)

[ICTaHLUNOHHOrO B3aNMOAencTBUS 22 (6,5)
[MTonyyatowme cTaunoHapHoe neyexne 10 (3,0)

JieHbl y 31,5 % 6osibHbIX. ClsieHOMeranus HabJiojanach
y 71 % nayueHToB. OcC/I0KHEHUsI 3a00JieBaHUS B BHU/IE
TpoM6030B uMeau 10,8 % GOJbHBIX, KPOBOTEYEHUS —
7,1 %. CorsacHo obliecoMaTH4YecKoMy ctaTycy, 78,6 %
60J1bHBIX UMeJH oljeHKY 1o ECOG 0-1 6as. Tepanus npo-
BOJIUJIACh Y GOJIBLUIMHCTBA NanueHToB (89,9 %), cpennsas
JJINTe/IbHOCTD JleyeHUs1 cocTaBua 3,5 roga (AuanasoH
1 Hen. — 22 ropa). Tekyuwas Tepanusi y 60JbHbIXx MO
Ha OCHOBAHMM [JaHHBIX, INpeJOCTaBJEHHbIX BpadyaMy,
BKJIIOYaJa rujipokcukapb6amus (55,5 %), pyKCOJTUTUHUO
(32,6 %), npenapatel uHTepdepoHa-a (11,3 %). [oas
NalMeHTOB, JJOCTUTIINX OTBETa Ha JieueHue, COCTaBUJIaA
49,2 % (13 yuc/aa TeX, y Koro uMesaacb muHpopmMmanus o6
OTBeTe); Cpe/iHsAA AJUTENbHOCTb OTBeTa — 2,5 roja. AM-
OyJ1aTOpHBbIE NMallMeHThl U NallUeHThl Ha JJUCTAaHHOHHOM
B3aHUMO/IeCTBUU COCTABUJIN OOBLIYIO YacTb pu MO —
84,5 %.

CornacHo JaHHBIM TabJ. 4, HU3KUH WM MPOMEXY-
TOYHBIA PUCK TPOMOOTHYECKUX OCJIO)KHEHUH yCTaHOBJIEH
y 6osiee moJsioBUHBI G6osibHBIX UII (55,3 %). Tpom603bI
BC/eACTBUe 3abosieBaHus 6biu y 19,1 % mainueHTOB,
kpoBoTedeHuss — y 5,7 %. CUMOTOMBI OIyX0JIeBOH
WHTOKCUKAUUU oTMedeHbl y 14,7 % OGOJbHBIX, CILJIEHO-
Meranuda — y 40,9 %. B rpynmne UII nogasisolee 4ucio

ECOG — BocrtoyHas o6befunHeHHas rpynna oHkonoros; IPSET-thrombosis —
MexayHapogHas NporHocTUyeckas WKkana pucka pasBuTus apTepuanbHbIx
TPOMGO30B NPU 3CCEHLMANBHOK TPOMOOLUTEMUN.

60JIbHBIX UMeJUu obljecoMaTudeckuit cratyc 0-1 6aswn
(84,8 %). IlouTn Bce nayMeHTb! MOJyYaad Tepanuio
(94,6 %). Jleuenune naunueHToB c WII BkJIOYaIO rUApo-
Kcukapbamug, (69,5 %), moMHMO 3TOro NMPUMEHSJINCH
aHTHArperaHTbl U aHTUKOATYISAHTHI (24,6 %), a Takxke
npemnapatbl UHTepdeponHa-a (16,1 %). OTBeT AOCTUTHYT
y 68,5 % 6osbHbIX UII (OT yMcia Tex, y KOro MMesaach
“HpopManusl o pesysabTaTax JeudeHus). CpefHsAs AJU-
TeJbHOCTh OTBEeTa cocTaBMWJsa 2,6 roja. AMOyJaTOpHbIe
NalMeHThl U NalMeHThbl Ha JUCTAHIIMOHHOM B3auMo/iel-
CTBUU COCTABUJIU O0OJBIIMHCTBO 60JbHBIX UIT — 91,9 %.

CorylacHO JaHHBIM TabGJ. 5, HU3KUU WU NMPOMEXKY-
TOYHBIA PUCK TPOMOOTHYECKUX OCJIO)KHEHUH yCTaHOBJIEH
y 73,6 % 6o0abHbIX T, y OCTaJbHBIX — BBICOKUH pHUCK
(24,9 %) nau OTCYyTCTBOBaJIM JaHHble O TpyIIle pHUcKa
(1,5 %). OcnoxxkHeHUs1 3abo0JieBaHUsl B BUJe TPOMOO30B
umenu 13,6 % 60sbHBIX, KpoBoTeueHUss — 4,2 %. Cum-
MITOMBI ONYX0JIEBOM MHTOKCUKALUU OTMe4YeHbl V 6,2 %
60JIbHBIX, ciieHoMeranusd — y 11,9 %. B rpynne ¢ 3T
o6mecomatudeckuit cratyc 0-1 6amn umenu 91,7 % mna-



186 T.U. NoHoBa u ap.
- vo s vn aT

Yucno naumeHToB, %
0 10 20 30 40 50 60 70 80 90 100

Cnaboctb

PaHHee HacblweHne

[inckomdopT B XnBOTE

Banocrs,
CHWXEHNE aKTUBHOCTU

Mpo6nembl ¢ KOHUEHTPaLWE
BHUMaHNS

Hounas notansoctb

KoxHblii 3y,

Bonb B KoCTSIX

MoBbilieHne TeMnepartypbl
Tena (> 37,8 °C)

it

HenpepHamepeHHoe
CHUXEHUEe Macchl Tena

Puc. 2. YacTtota cumMnTOMOB y nauneHToB ¢ Ph-HeratmBHbiMu MIMTH
no onpocHuky MPN10
WM — nctnHHag nonuuutemus; M® — muenochunopos; 3T — acceHum-
anbHas TpoMbounTEMUA.

Fig. 2. Symptom prevalence in patients with Ph-negative MPNs ac-
cording to the MPN10 form
WM — polycythemia vera; M® — myelofibrosis; 9T — essential
thrombocythemia.

LMeHTOB. Tepanus NpoBoJuJIach y MOAABJISIOIIET0 YUCIa
nanueHToB (91,7 %) u npoJio/nKaiack B cpeiHeM 3,5 roja
(nmamasoH 1 Hen. — 15 seT). B kauecTBe Tekylero Jje-
yeHUs y 60bHBIX OT ruZpokcuKap6aMu/| HCI0Ib30BaJICS
B 56,7 % cay4aeB, npenapaThbl MHTepdepoHa-a— B 29,5 %,
aHTUArperaHThbl U aHTUKOArylAsAHTbl — B 24,5 %. OTBeT
nosydeH y 69,8 % 6osbHbIX OT (0T 4ucaa TeX, Y KOro
VMeJlacb MHPOpMaIus o pe3ybTaTax JedyeHus). CpeaHss
JUJINTe/IbHOCTb OTBeTa cocTaBuja 2,5 roza. [louTu Bce
6osbHble IT (97 %) — ambysaTopHble MALMEHThl WU
NalMeHThl HA AUCTAHLIMOHHOM B3aUMO/IeCTBUH.

B nesnoMm 6oabHiMHCTBO manueHToB ¢ MIIH nmenun
cratyc no wmwkane ECOG 0-1 6ann (84,9 %). Cpenu ma-
nueHToB ¢ M® 6bLia 60Jiblle A0JisI OOJbHBIX C HU3KUM
00611leCOMaTUYECKUM CTAaTycoM (= 2 6asyioB). CUMIITOMBI
ONyX0JIeBOM MHTOKCUKALMU NPHUCYTCTBOBAIN HA MOMEHT
onpoca ToJabko y 17,5 % mnanueHTOB Bcel BBIOOPKH.
Jlons GOJNbHBIX C HaJWYMEeM CHUMITOMOB OIIyX0JIEBOU
MHTOKCUKALUKY ObLIa B 2 pasa 6oJibliie B rpynne M®, yem
y 6osbHbIX UII, 1 B 5 pa3 6osblie, yeM B rpymmne 3T. Hau-
60Jiee YaCTbIM CUMIITOMOM OIYyX0/IeBOW MHTOKCUKALUU Y
60bHBIX M® 6bly1a oTepst Macchl Tena (63,4 %), a npu
WUIT u 3T — Ho4Hasg noTIUBOCTh (71,6 1 76,2 % oT uucia
NalMeHTOB, UMEKLMX CHMIITOMBI OIIyX0JIeBOM UHTOKCU-
KallM{, COOTBETCTBEHHO). CrsileHOMeraius uMesa MecTo
y 71 % 6onbHbIXx M®D, y 41 % — c Ul ny 12 % — c 3T.
OcnoxHeHUs 3ab6ojieBaHHWA B BHUJE TPOMOGO30B 4Yalle
BBIABJsINUCH Y nagueHToB ¢ UII u 3T vs M® (19,1 u 13,6
vs 10,8 %), KpoBOTeYeHUs1 — MPHUMEPHO OJUHAKOBO MpHU

KTMHNYECKAA OHKOTEMATO/TON 4

M®, UIl u 3T (7,1, 5,7 u 4,2 % cooTBeTCTBEHHO). BoJib-
IIMHCTBO MaunueHToB (> 90 %) mosiyyaaud Tepanvio BO
BpeMsl onipoca. AMGYJIaTOpHbIe allMeHTh] U NaleHThl Ha
JUCTAaHLMOHHOM B3aUMOJIeICTBUM COCTAaBUJIN GOJIbILYIO
4acTb BbIGOPKH (= 85 %).

3acny:kMBalOT BHMMaHUsS [aHHble O JIeYeHUHU TIa-
LIMeHTOB HccaeAyeMol BbIGOPKU. B cooTBeTCcTBUM C
“HpopMaluel, KOTOpyo NpeJoCTaBUIIN Jieyalliie BpayH,
TUJPOKCUKapOaMuU/i MO-MpeXXHEeMY OCTAeTCsl «30JI0ThIM
CTaH/JIAapTOM» Tepanuu npu Bcex Tpex popmax MITH. Bosiee
nosioBUHBI nanueHToB ¢ M® u 3T (55,2 u 55,7 %), a Takke
68,4 % 6osbHbIX UIl nmosydanu sedyeHue npenapaTaMmu
JlaHHOM TPyMNIbl. DTO CaMblil YaCTbIM BapUaHT Tepaluu y
NaLMeHTOB, BKJIOYEHHbIX B porpaMMy. PyKco/MTHUHHUO,
ofMH U3 Haubosee 3QPeKTHUBHBIX COBPEMEHHBIX Npe-
napaToB s JeyeHus MO, npuHumanu toabko 33 %
60JIbHBIX C YKazaHHOU ¢dopmoit MIIH. OTu naHHbIE ABIA-
I0TCs1 OATBEP>K/JeHUEM TOT0, YTO ONITUMaJIbHOE JleueH e
nanuenToB ¢ MIIH, B nepByto ouepeab ¢ M®, ocraetcs
aKTyaJIbHOU mNpo6JyieMON AJis pa3HbIX pernoHoB P®, B
T. 4. U3-3a HEJOCTATOYHOHN JOCTYNHOCTH COBPEMEHHBIX
JIEKapCTBEHHBIX CpeJCTB U CJIOXXHOCTEH B CUCTeMe
$UHaHCHpPOBaHUS JleKapCTBEHHOTr0 obecnevyeHus. B kon-
TeKCTe peaJibHOM CUTYyallM{d Ba)KHbl pe3yJbTaThbl ONpoca
NalMeHTOB UM  Bpayel-reMaToJIorOB  OTHOCHUTEJbHO
06ecnioKoeHHOCTU 6oJsibHbix MIIH u3-3a BpeMeHHOU
HeJ0OCTYIHOCTU npemnapaToB. B nenom 30,6 % 601bHBIX
MIIH ykasany, 4YTO UCHBITbIBAIM 6EClOKONCTBO H3-3a
BO3MOXKHBIX TPYJJHOCTeN ¢ obecrneyeHUeM JieKapCTBaMH,
npuyeM cpeZid HUX GoJiblie f0Jis 60/bHbIX M®, yem UII
n 9T (37 vs 28 u 27 % cooTBeTcTBeHHO; p = 0,006). UTo
KacaeTcsl BpayeH-reMaToJioroB, GOJIBIIMHCTBO CIeliHa-
aucToB (87 %) OTMeTHJIY, UTO, IO UX MHEHMUIO, TallUeHTHI
¢ MIIH ucneIThIBalOT 6ECOKONCTBO M3-3a MPOGJIEM C
obecrieyeHUeM JieKapCTBEHHbIMU cpejicTBaMU. [Ipu aToM
81 % Bpauel-reMaToJsIOroB B paMKaX ONpoca yKasaJy,
YTO [TOJTHOCTBIO UJIU B 6OJIBIIMHCTBE CJ1yYaeB y/l0BJIETBO-
peHbl 3¢ PeKToM NPOBOJLUMOr0 UMH JiIeYeHUs Y 6OTbHBIX
MITH, ocTanbHble y0BAeTBOPeHbl 3G GEKTOM JeueHUs y
MeHblIeld YacTu 60/1bHBIX. TeM He MeHee /1J1s1 BCeCTOPOH-
Hero Y MOJIHOLEHHOTO U3y4eHHUsl CUTyalMH, CBSI3aHHOMU
C pa3sHbIMU acneKTaMmu JedyeHUs: 6osbHbIX MIIH B PO,
Tpeb6yIOTCs CleldalbHble UCC/Iel0BaHHUS.

CUMNTOMbI M Ka4eCTBO XM3HU Y nauuneHToB ¢ Ph-

HeratusHbiMu MIH

AHanu3 CHMITOMOB M KayeCTBa >XM3HU OOJIbHBIX
MIIH B pamkax nporpammbel MITH-KXK-2020 npoBoguiu
Ha OCHOBaHMU JJaHHBIX CTAaH/AapPTHU30BaHHbIX OIIPOCHUKOB
MPN10 u HM-PRO, a Takxe nundopMalnuu U3 ONPOCHBIX
JIUCTOB MAalUEHTOB U «KapT MallMeHTOB» («KapThbl» 3a-
MOJTHSIJIUCD JIeYallluMU BpayaMH).

PaccMoTpuM pe3ysbTaTbl OLlEHKU CHMITOMOB Y
6osibHbIX MIIH Ha ocHoBanuu ompocHuka MPN10. Co-
[JIACHO MOJIyYeHHBIM JJaHHbIM, 95 % nanuenToB ¢ MIIH uc-
NBIThIBA/IM KaKHe-JM60 CUMIITOMbI BO BpeMsl IPOBe/leHUsI
onpoca. dTa UHPOopMaLKs CONOCTaBMMaA C pe3y/lbTaTaMU
npoekTta Landmark, corsacHo kotopeiM 90 % 6OJIbHBIX
MIIH umenu cumntoMmsl [10]. B cpeaHeM nanueHThbl UMeIH
6 CUMIITOMOB Kak II0 ZlaHHBbIM npoekTa Landmark, Tak u
Haulero ucciaefoBaHusl. Ha puc. 2 npejcrapiieHa 4acToTa
cuMnToMoB y nayueHToB ¢ MITH. Ilo faHHBIM onpocHUKa
MPN10, nauuenTsl ¢ MITH HauboJsiee 4acToO UCHBITHIBAIX
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C KOHLEHTpaLUuen BHUMaH!s CHWXeHWe Maccobl Tena

c/lefiylollie CHUMITOMBI: CJAaGOCThb, BSJIOCTb/CHIXKEHUE
aKTUBHOCTH, NPOGJIEMbl C KOHIlEHTpaLHUeld BHHUMAaHMS,
JUCKOMOPT B XKUBOTE, paHHEE HACBILEHUE.

Kak BugHO Ha puc. 2, 60/1ee N0JOBUHbI 60/1bHBIX MO
WCIBITBIBIM  cMabocTh (92,6 %), BAJOCTb/CHUKEHUE
akTUBHOCTH (89 %), mnpoGseMbl C KOHILEHTpaLuen
BHMUMaHuda (73,4 %), auckomdopt B xuBoTe (70,1 %),
paHHee HacbleHUe (63,3 %), HOUHy0 NOTIMBOCTD (59,3 %)
1 60J1b B KOCTAX (55,1 %). Bosiee nosoBuHbI 60/1bHbIX UIT
rMeJs c1abocThb (83,7 %), BANIOCTb/CHUXKEHUe aKTUBHOCTH
(86 %), mpo6sieMbl Cc KOHLeHTpanuell BHUMaHus (72 %),
nuckoMdopt B xuBoTe (63,4 %), paHHee HacbllleHUe
(57,9 %), HouHyw moTauBOCTb (56,5 %), 60JIb B KOCTSX
(53,3 %) u xoxHbIH 3y[, (64 %). bosiee 1010BUHbBI 6OJIBHBIX
9T otMeuyanu cnaboctb (82 %), BAJOCTb/CHUKEHUE
akTuBHOCTH (81,2 %), mpoGsieMbl C KOHILeHTpaLuen
BHMMaHUs (61,5 %), AuckoMdopT BxrBoTe (63,4 %), paHHee
Haceiienue (51,5 %). IlpumedaTesbHO, YTO C1aBOCTH,
Oyy4d JIUJUPYIOUIUM CUMITOMOM y 6GosibHbix MITH kak
10 JIaHHBIM MeXAyHapoAHOro mpoekTta Landmark, Tak u
B HalleM MHCCJIe0BaHHUM, BCTPeYasach B OTe4YeCTBEHHON
BbIOOpKE MaIMeHTOB Jaxe vaie: 92,6 % npu M®, 83,7 %
npu UIl u 82 % npu 3T B uccneposanuu MITH-KXK-2020 vs
81 % nipu M®, 74 % nipu W11 u 71 % npu 3T B ucciesoBaHUA
Landmark.

[Ipy M® 60BIMINHCTBO CHMITOMOB ObLIU 60Jiee BbI-
paxenbl, uem nipu UIT u 3T (p < 0,05). CiiefiyeT OTMETHUTD,

tom prevalence and severity according to the MPN10 form

4YTO ¥ 60/1bHbIX UII KOXKHBIN 3y TPOSIBJISETCS B 6OJIbIIEN
creneHy, yeM y 6osbHbIx M@ u 3T (p < 0,05). Kpome Toro,
npu UII 6osbiue, yem npu 3T, BeIpakeHbI AUCKOMPOPT
B xuBoTe (p < 0,05) u mpobGseMbl C KOHLEHTpaLUen
BHUMaHus (p < 0,01). CornacHo o61eMy pe3y/abTaTy IO
MPN10, y 60/1bHbIX M® cCUMIITOMBI BbIPaXKEHbI B 60JIbIIEN
creneny, yem npu UIl u 3T, — 26,6 vs 23,4 u 18,7 6an1a
cooTBeTCcTBeHHO (p < 0,05).

PaccMoTpuM, Kakhe 3HAYUTEJbHO BbIpaXKeHHble
CUMIITOMBI Yallle MCMIBbIThIBAIM NalMeHTbl MPU pPa3HbIX
MIIH (puc. 3). [lpy M® y Gosee '/, maUeHTOB ObLIN
cleAywolide 3HAYUMTEJbHO BblpaXKeHHble CHMIITOMBI:
cnaboctb (62 %), cHuxeHue akTUBHocTH (60 %),
puckoMdpopt B xuBoTe (40 %), HOYHaAsA NOTIMBOCTb
(37 %), panHee HacblleHMe (36 %). [Ipu U1 3HaYuTEIBHO
BbIpa)KeHHble  C1ab0OCThb, CHMXKEHHe  aKTHBHOCTH,
npo6JieMbl C KOHIleHTpalued BHUMaHUs U KOXKHBIN 3y7
otMeydanncby52,51,41 133 % 60JbHBIX COOTBETCTBEHHO.
[Tpu 3T 3HaUUTENBHO BhIpAKEHHbIE C1ab0CThb, CHXKEHHUE
aKTUBHOCTH, Npo6JieMbl C KOHIleHTpaliued BHUMAaHMU:A
6pM y 46, 44 u 32 % nNaUUEHTOB COOTBETCTBEHHO.
OTMeTHM, yTO Npu M®P f0J19 NallMeHTOB CO 3HAYUTEJBHO
BbIDQ)KEHHBIMU  CJ1a00CTbIO, PpPaHHHUM HaChlIeHUEM,
JUCKOMPOPTOM B >KUBOTe, CHUXKEHHEM aKTHBHOCTH,
HOYHOM NOT/IMBOCTDIO, IOBbIIIEHHEM TeMIepaTyphl TeJa
Y HelpeJHaMepeHHbIM CHM)KeHUEeM Macchbl Teja Oblia
6osbuie, yeM nipu UII (p < 0,05). Kpome Toro, npu MO noss
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Tabnuua 6. lNokasaTenn kavyecTBa X13HW y nauneHToB ¢ Ph-HeratnBHbiMM MIMNH no onpocHrky HM-PRO

M®, 6annbl WM, 6annsbi 3T, 6annbl Bce MIH, 6annbi

Llikana onpocHuka HM-PRO CpegHee SD CpepHee SD CpegHee SD CpepHee SD
(0]0] 27,2 24,2 23,6 23,8 17,0 20,4 22,7 23,3
Co 10,0 15,4 9,6 15,3 9,3 15,9 9,6 15,5
20 31,6 21,6 29,1 20,8 24,8 20,0 28,6 21,0
Prn 249 26,2 19,3 23,2 18,0 243 20,7 2477
CymmapHbIii 6ann HapyLeHus 23,4 16,4 20,3 15,6 17,2 15,6 20,4 16,0

KayeCcTBa XW3HM (4acTb A)

CymmapHbIi 6ann BAMSHUA 20,5 14,7 18,4 13,3 14,8 1,8 18,0 13,5

CMMMNTOMOB Ha COCTOsIHUE
naumenTa (4actb b)

SD — cranpapTHoe oTknoHerue; UM — nctnnHas nonuumntemns; MINH — muenonponvdepatnBHoe HoBoobpasosaHue; M® — muenodnopos; PMNM — pexum
npuema nuwm n nutbs; CO — counanbHoe yHKLMoHMpoBaHue; ®D — dusnyeckoe yHKLMOHMPOBaHNeE; IT — 3cceHunanbHas TpombountTemns; 3O —

3MOLMOHA/IbHOE (hYHKLIMOHUPOBaHHE.

NaLMeHTOB CO 3HAYMTEJbHO BbIpaXKEHHBIMU CJ1a060CThIO,
paHHUM HacblllleHWeM, JUCKOMPOPTOM B JKUBOTE,
CHM)XeHHeM aKTUBHOCTH, Npo6JieMaMU € KOHIleHTpauuen
BHUMaHMsl, HOYHOM TMNOTJIMBOCTbIO, IOBBIIIEHHUEM
TeMIepaTypbl TeJla U HenpeJHaMepPeHHbIM CHHXXeHHeM
Macchl TeJia 6b1a 6oblie, yeM npu AT (p < 0,01). Yucsio
NALMeHTOB CO 3HAYUTENbHO BbIPAKEHHBIM KOXXHbIM
3yA0M 66110 60sbLIe npy UIT, yuem npu M® u 3T (p <0,005).

TakuM o6pa3oM, NpodUIHU aKTyaJbHbIX CUMITOMOB
pas3/iMyarTcs y OGOJIbHBIX C Pa3/IMYHbIMHU BapUaHTaMU
MIIH. IlonyyeHHble AaHHble 06 OCOGEHHOCTSX CHEKTpa
CUMNTOMOB y 60sibHbIX M®, UIl u 3T B 11€/10M COOTBET-
CTBYIOT pe3yJ/ibTaTaM, KOTOpble NPOJEeMOHCTPHUPOBAHEI B
pamkax npoekta Landmark [7, 10, 22].

AHanus kKadecTBa KU3HU 60bHBIX MIIH B pamkax
nporpamMmmbl MITH-K?K-2020 npoBoauau Ha OCHOBaHUU
onpocHuka HM-PRO. CienyeT ele pa3 nog4epKHYTh, 4TO
HM-PRO siBnsieTcs cnenuasbHbIM ONPOCHUKOM OLI€HKH
KauecTBa >KW3HU NalMeHTOB C OHKOTreMaTOJ0THYeCKUMHU
3a00JIeBaHUSIMM UM OTHOCUTCS K ONPOCHUKAM KauecTBa
>)KM3HU HOBOTO ITOKOJIEHUs. B ero cTpyKTypy 3a/oxeHbl
BOIIPOCHI, TNO3BOJIAIOLIME OLEHUBATh pa3Hble aCHeKTbl
KauecTBa >KU3HU: puanvyeckoe PYHKLMOHUPOBAHMUE, CO-
LyasbHOe QYHKIIMOHMPOBAaHUE, 3MOLHMOHA/IbHOE (QYHK-
LIMOHUPOBaHHUe, PeXXHUM IIpHeMa IUIIU U TUThS (4acTb A)
Y BOINPOCH], Kacawolljhecss BbIPa)XEHHOCTU CUMITOMOB
(yactb B). B Tabs. 6 mpeacTaB/ieHbl CpeJlHUE 3HAYEHUS
NoKasaTeJsiedl Mo LIKaJaM M CyMMapHbIM 6ajijlaM OIpo-
cHuka HM-PRO npu pa3ubix BapuanTax MIIH.

Kak BU/JIHO U3 JaHHBIX Ta6J1. 6, CpeTHUN CyMMapHbIN
6as1 yactu A aJis Bcex 6obHbIX MITH coctaBua 20,4, 4To
COOTBETCTBYeT He3HAYMTEJbHOMY HapylleHHI0 KayecTBa
J)KU3HU. BblsiBJIeHHble HapyllleHusi B OoJiblliedl CTelneHu
KacalTcsl GU3MYEecKOro M 3MOLMOHAIBHOI0 (QyHKIMO-
HUPOBaHUS, a TaKXe peXuMa NpueMa MUIM U NMUThS, B
MeHblllel — couuajJbHOro GyHKIUMOHUpOBaHusA. [lpu
3TOM HapylleHHe KauyecTBa >KM3HU 60Jiblile BbIpaXKeHOo Y
60sibHBIX M®, yem B rpynnax UII u 3T: cymMapHbIit 6a/11
yactu A — 23,4 vs 20,3 u 17,2 cooTBeTcTBeHHO (p < 0,05).
dusnyeckoe M 3MOIMOHAJbHOE GYHKIIMOHUPOBAHUSA
61K XyKe y 60abHBIX M® u WUII, yem B rpynne c 3T
(p < 0,001). HapyuieHus pexxuma npueMa MUY U NUThs
ObIJIM CTATUCTUYECKU 3HAaYMMO Gosibliie npyu M®, yeM npu
HUIT (p<0,01) u 3T (p <0,001). B To ke BpeMs coljHaibHOE
dyHKUMOHUpOBaHUe y 60sbHbIX M®, UIT u 3T okazanoch
cxoHbIM (p > 0,05).

JanHble BTOpO# yacTu onpocHuka HM-PRO xapak-
TEPU3YIOT BBIPAKEHHOCTb CUMIITOMOB W HUX BJIMSHHUE
Ha oO0lllee COCTOsIHME MallMeHTOB. B cooTBeTcTBUM C
MOJIy4eHHBIMU pe3y/IbTaTaMU CpeiHUI CyMMapHbIX 6as
yactu b gng Bcex 60abHbIX MITH cocTtaBua 18, 4yTo coort-
BETCTBYeT YMepPeHHOMY BJIMSIHUIO CUMIITOMOB Ha 00llee
COCTOsIHMe NalMeHTOB. BiusHue cHMITOMOB Ha 00lee
COCTOsIHME NalluUeHTOB 60JIbllle BbIPaXKeHO y 601bHbIX MP
u UII, 1 oHO xapakTepu3yeTcs Kak yMepeHHoe. BiusiHue
CUMIITOMOB Ha oOlLiee cOCTOsiHWe MauueHToB npu IT
pacleHMBaeTCs KaK He3HauWTesJbHOoe. CyMMapHbIN 6as
4yacTU b 6bLI cTaTUCTUYECKH 3HAUYUMO Bbllle Y 60JIbHBIX
M®, yeMm y 6osbHbIX 3T, — 20,5 vs 14,8 (p < 0,001). Kpome
TOT0, OH OblJI CTATUCTUYECKHU 3HAaYMMO Bbllle pu UII, uem
npu 3T, — 18,4 vs 14,8 (p = 0,001).

OTAesbHO MpoaHalM3WpoBaHa UHGOPMALUSA O CUM-
[ITOMAax, [10JIy4eHHasi Ha 0CHOBaHUM onpocHruka HM-PRO,
KOTOpasl AONOJIHWJIA JaHHble onpocHuka MPN10. B co-
OTBETCTBUH C 3TUMHU JaHHbIMU 6oJiee 50 % manueHToB C
MITH oTMeTu/IM HaJIM4YMe roJI0BHOU 60J11 1 6011 B CIUHE.
TakuM 06pa3oM, JJaHHble CHMIITOMbI MOKHO paccMaTpH-
BaThb Kak akTyasbHble pu MIIH. CnenyeT oTMETUTD, 4TO
60J1b B CIMHE CTATUCTUYECKU 3HAYMMO 4Yallle BCTpevasach
npu UII (55,7 %), yem npu M® u 3T (p < 0,001). Kpome
TOro, y GoJsbuioil goau 6oabHbiXx UIT (51,7 %) 6bLIM
KOXKHbIe MTP06JieMbl (3y[l, CHHSKH, ChIIb U T. [.), KOTOpbIEe
yaie oTMedasnuch npu UIl, yem npu M® u 3T (p < 0,001).
Takue CHMIITOMBI, KaK HapylleHHe BKYCOBBIX OLLYIIeHUH,
TPYJHOCTU C JibIXaHUEM, 3amop, Juapes, TOIIHOTA, WH-
deknuu, yBesuueHue JUMPaTUUECKUX Y3JI0B, 60Jib B
rpyAy, BcTpedaanuch y MeHee 30 % naliMeHTOB C pa3HbIMU
BapuaHTamMu MIIH. Tem He MeHee 3TH JaHHble TaKxe
MMelT KJIMHUYeCKOoe 3HaueHH1e, TOCKOJIbKY ¥ HEKOTOPbIX
MalMeHTOB YKa3aHHble CHMIITOMbI UMeJIN 3HAUUTebHYI0
BbIPQ)KEHHOCTb U MOTIJIM OKa3blBaTh CYLeCTBEHHOE BJIU-
sHMe Ha KayeCTBO UX >KU3HU. TakuM 06pa3oM, HUCIOJb-
3oBaHue omnpocHuka HM-PRO no3BosiMio [ONOJTHUTH
nHbopMalu o crnenuduyeckux cuMmnromax npu MIIH,
[0JIy4YeHHY0 Ha OCHOBaHUHU onpocHrMKa MPN10.

B uesoM mnoJsiyyeHHble pe3yJabTaTbl OXHUAAEMbl U
COTMOCTaBUMBbI C ONIYOJIMKOBAHHBIMU JAaHHBIMU. [Ipu aTOM
caeayeT OTMeTHUTb, UYTO K HAaCTOsILeMy BpeMeHU KoJiuye-
CTBO paboT, BKJIIOYAIOLIMX CBe/leHUs 0 Tpoduie KauecTBa
JKU3HU y 60J1bHBbIX ¢ Ph-HeraTuBHbIiMU MITH, kpaiiHe orpa-
HuueHo [7, 10, 23]. I[lo pe3ysbTaTaM ompoca NalUeHTOB
¢ MIIH B pamkax npoekTa Landmark yctaHoB/ieHO, 4TO ¥
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3TOM KaTeropru 60/IbHBIX UMeJINCh HapylLleHHs KayecTBa
*u3HU. [Ipy MO oHu Hab0aMUCh Yalle, yeM npu UIl u
3T [7, 10]. Kpome Toro, B HeJaBHEM KPyITHOMAacCIITAGHOM
o6LeHallMOHA/IbHOM HCC/IeJOBaHUY, BBIIOJHEHHOM B
JlaHuy, c HUCroJIb30BaHMEM CTaHJApPTU30BaHHBIX OINPO-
cuukoB KadecTBa xu3HU EORTC QLQ C30 u SF-36 BbI-
sIBJIeHbl HeraTHUBHble U3MeHEeHMs KauecTBa >KU3HU NpPHU
MIIH no cpaBHeHHUIO CO 3/J0POBBLIMU pecrioHJeHTamMu [23].
B aToM Hccie0BaHUM TaKKe MOKAa3aHO, YTO poJieBoe U
conyasbHoe QYHKIUOHUPOBAHUS ObLIM Xyxe npu MO,
yeM npu UIl u IT.

CnenyeT NMoAYepKHYTb, YTO NpPUMeHeHUe B Halled
nporpamMmMme omnpocHuka HM-PRO, cnepuanbHO pa3spa-
60TaHHOIO /JI51 OLleHKU KadecTBa >KU3HU NpPU 3J0Kaye-
CTBEHHBIX OIYXO0JISIX CUCTEMbI KPOBH, SABJISETCS BaXKHBIM
NpernMyllecTBOM Hccle0BaHUs. Takol OAX0/, T03BOJINI
NOJYyYUTb MHPOpPMaTHUBHBIE U TOJTHOPOPMATHbIE JaHHbIE
0 pa3HbIX acnekTax GyHKIMOHUPOBaHUSA 60bHBIX MITH
Y BBIIBUTb 0COOEHHOCTU NPOodU/IsA KayecTBa >KU3HU MpHU
oTAenbHblx BapuaHTtax MIIH. C momoubio onpocHuka
HM-PRO MOXHO TakXe MOJy4uTb MHPOpPMaAIMIO O pac-
npejieleHUM OGOJIbHBIX COTJIAaCHO BBIPA)KEHHOCTH Hapy-
IIeHHUsI KayeCTBa >KU3HU U CTeNleHU BJIMSHUA CUMITOMOB
Ha obllee COCTOsSIHMeE NalMeHTOB. Tak, 60Jiee 4eM y 1oJI0-
BUHBI nanueHToB ¢ MIIH He 6blj10 HapyllleHUsI KayecTBa
JKU3HU WM OHO ObLJIO He3HAUYUTEJbHBIM (66 %), 0HAKO
34 % O6oJIbHBIX MMeJM 3HauuTesJbHOe (yMepeHHOe,
CUJIbHOEe WJIM O4YeHb CUJbHOEe) HapylleHHe KayecTBa
u3HU (puc. 4, A). UTo KacaeTcsl BJUSHUS CUMIITOMOB Ha
oblee COCTOsIHYE NTAllMeHTOB, €ero He ObIJI0 UJIM OHO OBIJIO
He3HauUTeJbHBIM ¥ 53 % 60JbHBIX, a y 47 % OHO OKa3sa-
JIoch 3HauuTeNbHBbIM (puc. 4, b). [laHHasa uHdopmanus
CBUJIETEJILCTBYET O TOM, YTO OK0JIO '/, 60/bHBIX MITH
VMeJIU SIBHble HapylleHHs pa3HbIX aclleKTOB KauecTBa
’)KU3HU M NIOYTH MOJIOBUHA NMAllMeHTOB UCIBbIThIBAJIA 3Ha-
YUTeJbHOE BJIUsIHME CUMIITOMOB 3a00JieBaHUs Ha 0011ee
COCTOsIHUE.

JlONIOJIHUTENIBHO OTMEeTUM, 4YTO 42 % 6O0JbHBIX
M®, 32 % c UIl u 23 % c 3T ykasaau, YTO CUMITOMbBI
CylIeCTBEHHO YXyALIAIT KaueCTBO UX »KU3HHU.

OTAe/bHOTO BHMMaHUsI 3aC/Iy»KUBaeT OlleHKa Hapy-
IIeHUs] KauecTBa >KU3HU 110 MHEHUIO CaMHUX MaljMeHTOB
Y MHEHHUIO UX Jledalux Bpadell. Ha puc. 5 npescraByieHo
pacnpenenenue 6oybHbIx M®, U1 u 3T corsiacHo cTeneHu
HapylleHUs1 KayeCcTBa >XM3HU Ha OCHOBAHHUU OILIEHOK
caMux nauueHToB (o onpocHuky HM-PRO) u Bpaueii-re-
MaToJ10roB (MHGOPMaL U U3 «KapT NalMeHTa»).

Kak BuJHO Ha puc. 5, olleHKa CTelleHU HapylleHUs
KauecTBa >KU3HU CaMHUMM NallMeHTaMHM U UX JiedalluMHU
BpayaMu npu MO oTiMdaeTcs He3HauuTesbHO. [loss
NALMeHTOB C CYLIeCTBEHHbIM HapylleHHeM KauecTBa
»KU3HU Ipu M® coctaBua 40 % 1no MHeHHIO MallUEHTOB
U 45 % no MmHeHuo BpaveH (p > 0,05). OgHako npu UIl u
IT manueHTH! U Bpayu N0O-Pa3HOMY OLeHUBAIOT CTeleHb
HapylleHUsl KadyecTBa »KU3HU 6OoJIbHBbIX. [JloJ11 60JBHBIX
WII u 3T co 3HauUuTeJbHBIM HapylleHueM KadyecTBa
’)KM3HU OKasaJlach 0oJibllle 110 OLleHKaM NallueHTOB, YeM
M0 OlleHKaM MX Jiedaliux Bpaveit: npu UIl — 34 vs 26 %
(p<0,05), mpu AT — 28 vs 10 % (p < 0,001).

Kpome Toro, mpoaHa/JM3UpOBaHO, KaKMM 00pa3oM
60JIbHble C pPa3HbIMM HO30JIOTMYECKMMH BapUaHTaMU
MIIH u ux Jiedalye Bpayu OLEHUBAIOT BJIUAHUE CHUM-
NTOMOB Ha o6llee cOCTOssHWe NanueHToB. Ha puc. 6
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Puc. 4. PacnpepeneHne 60nbHbIX ¢ Ph-HeratmeHbiMu MIMH no (A)
CTEMeHW HapyLUEHUA KayvecTBa XW3HW U (B) cTeneHun BAUSHUSA
CUMMNTOMOB Ha 1x obLLee COCTosHMe No onpocHuky HM-PRO

Fig. 4. Distribution of patients with Ph-negative MPNs depending on
(A) grades of QoL impairment and (6) grades of symptom impact
according to the HM-PRO
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Puc. 5. PacnpegeneHue 60nbHbix MO, UM 1 3T cornacHo ctenexHn
HapyLLIEeHNsA KayecTBa XWU3HWU Mo oueHkam (A) nauneHToB u (b) ne-
yalimx Bpayven-remaTosioroB
WM — nctnuHHaga nonnumtemms; MO — mnenopmnbpos; 9T — acceHuu-
anbHas TpoMbounTEMUA.

Fig. 5. Distribution of MF, PV, and ET patients according to the grades
of QoL impairment assessed by patients (A) and physicians (b)
WM — polycythemia vera; M® — myelofibrosis; 9T — essential
thrombocythemia.

npejAcTaB/IeHO pacnpejeseHue 6osbHbIx M®, UIl u 3T
COIJIaCHO CTelleHW BJIMSHUS CHMITOMOB Ha HX 0O0llee
COCTOsSIHMEe Ha OCHOBAaHHWM OLIEHOK CaMMUX NalMeHTOB
(mo ompocHuky HM-PRO) u Bpayeii-remaToJioroB (MH-
dopmanus U3 «kapT nanueHTa»). [Ipy MO pasauuus B
BOCHPUSATUMU CTeNeHU BJMSHUS CUMITOMOB Ha o0O0lee
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Puc. 6. Pacnpegenerue 607bHbIXx M®, UM 1 3T cornacHo cTeneHn BANSHUA CUMATOMOB Ha UX obLLiee COCTOSHNE MO OLieHKaM cammx na-

LIMEHTOB 1 Nevalymx Bpayveii-reMaTtonoros

WM — nctnHHaa nonuumntemms; MO — mnenocpunbpos; 3T — acceHumnanbHaa TpoMéounTeMus.

Fig. 6. Distribution of MF, PV, and ET patients due to the extent of symptom effect on their general health status as assessed by patients

and hematologists treating them

WM — polycythemia vera; M® — myelofibrosis; 9T — essential thrombocythemia.
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Puc. 7. Pacnpegenenue 6onbHbix MO, UM n 3T cornacHo mnx cob-
CTBEHHbIM OLlEHKaM COCTOSIHUA CBOEro 340pOBbs B CPaBHEHUMN
C TAaKOBbIM O Havana 60/1e3Hu
M — nctuHHas nonnuuntemms; M® — mnenodunbpos; 3T — acceHum-
anbHas TpoMGoLnTEMUS.

Fig. 7. Distribution of MF, PV, and ET patients depending on their
evaluation of the own health status compared to that before dis-
ease onset
MM — polycythemia vera; M® — myelofibrosis; 3T — essential
thrombocythemia.

COCTOSIHME OOJIbHBIX MEXJY CaMUMU NallueHTaMU U UX
JleyalllUMU BpayaMU ObLIM HecylllecTBeHHbIe. Tak, 55 %
nanueHToB U 59 % Bpayel cCYUTAIOT, YTO CUMIITOMBI OKa-
3bIBAIOT 3HAYUTEJbHOE BJHSIHHE Ha 00lllee COCTOsSHHE
(p > 0,05). IIpu UII u 3T uMeroTcs CylecTBEHHbIE pac-
X0XKJIeHHUs B oljeHKaX. Jlosst 6obHbIX UIT 1 3T co 3Ha4u-
TeJIbHbIM BJIUSTHUEM CUMIITOMOB Ha UX 06Illee COCTOsSTHUE
6bly1a GOJIbIIE M0 Ol[eHKAM MallMeHTOB, YeM 10 OlleHKaM
ux Jiedalux Bpaueit: npu UIT — 50,5 vs 41,5 % (p < 0,05),
npu T — 37,3 vs 16 % (p < 0,001).

Cepbe3Hble pacxXoX/IeHUs B OlleHKaX BOCOPUSTHUS 60-
JIE3HU U ee BJIMSIHUS Ha pa3Hble acCleKThl )KU3HU 60JIbHBIX
Il u 3T Mexay caMUMU NaUUeHTAaMU U UX JiedyalluMU
BpayaMU U HeJJ0OLleHKA CIelUaluCTaMU BbIPaXKEHHOCTHU
HapylUIeHUH KauyecTBa >KU3HU INPU 3TUX 3ab0JieBaHUAX

aHaJIOTUYHBI JJaHHBIM MeXX/JyHapoJjHoro npoekrta Land-
mark [8]. TakuMm o06pas3oM, MOJydeHHblE pPe3yabTAThl
aKTya/IM3UPYIOT BONPOCH], CBI3aHHbIE C HEJI0CTaTOYHON
OLIEHKOM MeJUIMHCKUM COOOIIEeCTBOM IMpo6JieM, Ko-
TOpble MOTYT BO3HUKATb y nauueHToB ¢ Ul 1 3T.

JlONOJIHUTENIBHO TIPOBeJleH aHaJi3 BOCIPUATHA
CBOEr0 COCTOSIHUA 3/J0POBbs NaleHTaMU N0 5-6a/IJIbHOH
1IKaJle: OTJIMYHOe, OYeHb Xopollee, xopollee, MOCpej-
CTBEHHOe, Ioxoe. Ha puc. 7 mpeJcTaBjeHO pacnpefe-
neHue 60abHbIX M@, UIT 1 3T corstacHO UX COOCTBEHHBIM
OIleHKaM COCTOSIHUSI CBOEro 3Jl0pOBbsl B CPaBHEHUH C
TAKOBBIM J10 HayaJla 60JIe3HMU.

CorsiacHO J[aHHBIM pUC. 7, OKOJIO MOJIOBHUHBI Nalu-
€HTOB OLEHW/M CBOe TeKylllee COCTOSIHUE 3/10pOBbs
KaK I0CpeJICTBEHHOe WM IIoxoe. TaKyl OLeHKY
Janu 66 % 6o0sbHbIX M®, 51 % — c UIl u 46 % — ¢ IT.
[IlpyuMeyaTesbHO, 4YTO B paMkax MnpoekTa Landmark
rpynny ¢ o4eHb IJIOXUM, IJIOXUM M IOCPeJCTBEHHbIM
CTaTycaMU 3/J0pOBbsl COCTAaBUJIU TOJbKO 41 % 60JbHBIX
M®, 25 % — c Ul u 22 % — c 3T [10]. 3T pasauuusa
MO>KHO OO'BbSICHUTB, C OJJHON CTOPOHBI, TEM, YTO B CHUJIY
psfa npuyuH y nangueHToB ¢ MIIH B moBcenHeBHOMU
J)KU3HU 0O0Jibllle MpPo6JeM B CBSI3U C 3a00JIEBaHUEM U
JleyeHUeM, UM TpebyeTcs 6oJibllie BpeMeHHEIX 3aTpaT Ha
UX pelieHue. ITU GaKTOPbI MOI'YT CYLIECTBEHHO BJIUATH
Ha BOCHpPUSITHE COCTOSIHUS CBOErO 3/10pOBbsl GOJbHBIMHU
MIIH. C pyroit CTOPOHBI, 3TO MOXKET ObITh 06YCJI0BIEHO
TeM, UTO B HallleM UCCJIelOBaHUU NALMeHThl CPaBHUBAIU
CBOE COCTOSTHHME 3/J0POBbS C TAKOBBIM /I0 HayaJla 60J1e3HH,
a B npoekTe Landmark Takoro ycj0Bus He ObLIO.

OTHoweHue nauyueHToB ¢ MIMH u Bpauei-

remartosioroB Kk npo6nemam 3aboneBaHus

1 ero neyeHuns

Bo3MOXXHOCTb ~ OKas3aHHUA  MallUeHT-OpUEeHTHpPO-
BaHHOU nmoMo1y npu MITH 3aBUCUT OT MHOTUX GaKTOPOB,
B T. Y. OT UHGOPMHPOBAHHOCTH O NpobJieMax MalueHTOB,
CBSI3aHHBIX C 3a060JieBaHUEM U JIeueHUeM, U OT YPOBH:A
B3aMMO/IeMICTBUSA NallMeHT-Bpad. B paMkax nporpaMMsbl
MITH-K2K-2020 npoBeZieH KOMILJIEKCHBIM aHa/JU3 OCBe-
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JoMJIEHHOCTH 60JibHBIX M®, UIT u 3T o cBoeM 3aboJie-
BaHUU U JIEYEHUH, a TAKKE OTHOILIEHUS K MMEKIUMCS
CUMIITOMaM U IejisaM JiedeHus. Kpome Toro, usydeHbl
pasJinuHble acneKTbl B3aWMO/EMCTBUS MNallMEHT-Bpay.
JlaHHbIe BOMPOCHI pacCMAaTPUBAJIUCh C TOYKHU 3pEHUs KaK
caMoro nanyeHTa, Tak U ero jeyvallero spaya.

[lo maHHBIM ompoca, NojaBJsioliee GOJbLINHCTBO
6osbHbIX MIIH ocBefmoM/ieHbl O CBOeM 3ab0JieBaHUH
(94,6 %), ogHako 5,4 % MmanuMeHTOB He UMeJIU TaKOW UH-
dopmanuu. Jlosis naleHTOB, HE OCBEIOMJIEHHBIX O CBOEM
nuarHose, npu M® cocrtasaset 6,5 %, npu UIl — 4,7 % u
npu 3T — 5 %. [Ipu atom 67 % 60abHbIX MITH cunTanu
cBOe 3ab60JieBaHUe Cepbe3HbIM, 8 % — TaK He CUUTAH,
a 25 % manueHTOB 3aTPYAHUIMCHh OTBETUTh Ha BOINPOC
0 CTeNeHU TSXKECTU UMeEIoLIerocsl y HUX 3aboJieBaHUS.
OtMeTtuM, uto npu UIl u 3T goss nanyeHTOB, KOTOpbIE
CUYUTAJIM CBOE 3a60JIeBaHUE CEPbEe3HbIM, Oblla HECKOJIBKO
MeHbllle, yeM npu M®, — 67,8 u 57,4 vs 79,8 % npu Md
(p<0,001).

Eme oAuH Ba)KHBIA acCHeKT OCBEJOMJIEHHOCTH
MallMeHTOB B OTHOILUEHUM 3a00JIEBAaHUSI KacaeTcs TOro,
CBSI3bIBAIOT JIM OHU HMMEIOIIMEeCcss CUMITOMEI ¢ 3a60JieBa-
HUeM KpoBH (puc. 8). [Ipexxae Bcero oTMeTUM, 4T0 65 %
60bHBIX M®, 63 % c UIT 1 49 % c T Haya/IM UCIBITLIBATh
CUMIITOMBI 60Jiee rojila Ha3aJ, OT MOMEHTA BKJIIOUEHUS B
HUCCeJOBaHUE, T. €. 3HAYUTENbHAA YaCTb 60/JbHbBIX UCIbI-
ThIBaJla CUMIITOMBI /10 IOCTAHOBKHU AxarHosa. [Ipu sTom
u3 Bcex nanueHToB ¢ MIIH, uMeromux cuMmntomsbl, 64,9 %
CBSI3bIBAJIM UX C UMEIOIIMMCS 3a00/IeBaHUEM, HE CBSI3bI-
Basid — 4,9 %, ocTasbHble 3aTPYJHUJIUCH OTBETUTD. [lois
nagveHToB ¢ MIIH, koTopble cBfI3bIBaJiM HMeEILUECH
CUMIITOMBI C 3ab6oJieBaHHeM, Oblia Bbillle Tpu M®, yem
npu UIT u 3T (70,7 % npu M® vs 65,9 % npu UIl 1 55,9 %
npu IT; p = 0,002). BaxxHO OTMETHUTD, YTO 0KOJIO '/, ma-
[UEHTOB U3 YMCJIA UCTIBIThIBABLUINX CUMIITOMBI 3aTPYAHU-
JIUCh OTBETUTDb Ha BONPOC 06 UX CBSI3U C 3a00JIeBaHUEM,
a JloJis NalMEeHTOB, 3aTPYJHUBIIUXCA OTBETUTb, Oblia
6osblie B rpynne JT, yuem B rpymnnax UIl u M® (37,3 vs 29
n 26 %; p = 0,016). Takum 06pa3oM, NoJy4eHHbIe JaHHbIE
CBUJETEJNbCTBYIOT O TOM, UTO GosibHble T B MeHbIIeH
cTeneHd HWHQPOPMUPOBAHbI B OTHOLIEHUU CUMIITOMOB
3aboJieBaHud, yeM 60abHbIe UIT 1 M.

B oTHolIeHUU NMPOBOAUMOMN Tepamnuu MoJaBJsIoLee
60abIKUHCTBO nanueHToB ¢ MIIH (81,2 %) nmo/sHOCTbIO
OCBeIOMJIEHBI O JIEYEHUH, KOTOpoe moJiydaroT. /[loss
OOJIbHBIX, OCBEJJOMJIEHHBIX O IPOBOJUMOM JIEUEHUH,
HeckoJibko 6oJsibiie npu UIT u 3T, yuem npu MD (82,4
u 82,1 vs 78,8 %). 3 yucia Tex malUeHTOB, KOTOPbIM
MPOBO/IUIACH TepaMus Ha MOMeHT onpoca, 81,5 % ykazanu
KOHKpeTHble Ha3BaHUSl I[OJIy4aeMbIX MpenapaTos,
OCTaJIbHble MalUEHThl He CMOIJIU CcHOPMYIUPOBATD,
KaKy!0 Tepanyio OHU MOJIYYal0T, MU 1aJI1 HEKOHKPETHBIN
BapHUaHT OTBeTa («IIPUHUMAI0 JIEKAaPCTBa» U T. I.).

YTo KacaeTcs MHEHHUs Jieyaldx Bpayed, corsacHo
HX OTBeTaM, NMOo4YTHU Bce GoJsibHble MIIH, yyacTBoBaBIIME
B nporpamme (99 %), MOJHOCTBIO WM YACTUYHO
OCBEZIOMJIEHbI O CBOEM [IMarHo3e, CTEINEHU TIKEeCTH
3a00JieBaHUsI U MPOBOAUMOM JieYeHUHU. BoJIbIIMHCTBO
cneyyanuctoB (82 %) cuuTasny, YTO BCe WJIM MOYTH BCe
MalnueHThl, KOTOPbIX OHU HAOJIOAAIOT, CBSI3bIBAIOT CBOU
cuMnToMbl ¢ MITH.

Be3yc10BHO, "HGOPMUPOBAHHOCTh NALlUEHTOB — 3TO
BaXKHbIM acCHeKT, KOTOPBIM cjaelyeT UMeTb B BUJY NpH
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| N I cumnTOMBI CBSiI3aHbI € 3a60N1eBaHneM
[ | CUMNTOMBbI He CBSi3aHbI C 3a60/1€BaHNEM
3aTPYAHSACH OTBETUTH
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Puc. 8. PacnpegeneHnune 60nbHbix MO, UM 1 3T cornacHo nx MHe-

HUIO O CBA3W UCMbITbIBAEMbIX CUMNTOMOB C 3a60/1€BaHMEM KPOBU
WM — nctuHHaga nonuumntemms; MO — mnenopunbpos; 3T — acceHuu-
anbHas TpoMbounTEMUA.

Fig. 8. Distribution of MF, PV, and ET patients depending on their

perceived association of symptoms with the hematological disease
WM — polycythemia vera; M® — myelofibrosis; 9T — essential
thrombocythemia.

Ta6nuua 7. Cumntombl MIMH, TpebytoLine nepBooyepenHoro
BHMMaHWNSA CO CTOPOHbI Bpaya 1 KOPPEKLMN MO MHEHMIO NaLMeHTOB

1 Bpayen

MMH MHeHue nauneHToB MHeHue Bpayen
Mo Cnaboctb 88 % Cnaboctb 91 %
bonb u gnckomcopt 28 %  bonb u guckomcpopt 50 %

B XMBOTE B XMBOTE
[oTnmBoOCTb 18 % CnneHomeranus 27 %
un Cnaboctb 68 % KoxHbiii 3y, 82 %
lonoBHas 60nb 33% lonoBHas 60/b 63 %
KoxHblii 3y, 30 % Cnaboctb 58 %
T Cnaboctb 73 % Cnaboctb %
[onoBHas 60/b 22 % ['onoBHas 60/1b 43 %
MotnuBocTb 14 % OHemeHune 26 %
KOHEeYHoCTEN

WM — uctuaHasa noamumutemus; MIMH — muenonponudepaTtneHoe
HOBOOGpa3oBaHue; MO — muenodubpos; 3T — scceHumanbHas TPOMOOLM-
TEMUS.

OKa3aHUM MeJULMHCKON moMoly. [lanueHThl, JI0X0 UH-
dopMHUpOBaHHBIE O CBOEM 3a00JIEBAHUHU U IPOBOAUMOM
JIeYeHUH, He MOIYT B NOJIHOH Mepe NPHUAEPXKUBATHCS
peKoMeH/JjalMi Bpaya B KaueCcTBe aKTUBHBIX yYaCTHUKOB
Jieue6HOro mporecca. [lo 3TuM ke npuyuHam 3dPekT
JleYeHUsI MOXeT GbITb CHIDKEHHBIM. B 1jesioM, coryiacHO
MOJIyYeHHBIM JJAaHHBIM, 6OJblIas YacThb nayueHToB ¢ MITH
OCBeJIOMJIEHA O CBOeM 3a00JIeBaHUHU U IMPOBOAUMOM Jie-
YEeHHUH, OZJHAKO UMEeITCs 60JIbHbIE, KOTOPbIE HE OCBE/IOM-
JieHbl. [Ipy 3TOM NpaKTUYeCKHU BCe Bpayu CYUTAJH, YTO UX
NalMEeHThl NMOJHOCTbI0 WM YaCTUYHO MHPOPMHUPOBAHBI
0 CBOEM JMarHo3e, CTENEHU TSHKECTH 3a60JIeBaHUS U
NpPOBOAUMOM JiedeHUU. OGHApYKeHHbIe PACXOXKJEHHUs B
OLleHKax CBUJETEJbCTBYIOT O TOM, UTO Bpayd He BO BCeX
c/lyyasix UMEIOT NpesCcTaB/IeHHEe O CTeNeHH 0CBeJJOMJIEH-
HOCTH CBOMX MNALMEHTOB O 3a60JIeBaHUM, BO3MOXKHBIX
CUMIITOMax 60JIe3HW U TPOBOAUMOM JIeYEHHH.

B xoJie fAanbHellIero aHajavM3a CpaBHUBAJIM MHEHUS
NalMeHTOB U Bpayed B OTHOLIEHWH CUMIITOMOB, CBfI-
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3aHHBIX C 3a60JieBaHHEM, KOTOpble TPeOYyIOT NMepBooye-
pe/jHOro BHUMaHUs CO CTOPOHBbI Bpaya U COOTBETCTBY-
olel Koppekuuu. [laneHTsl ¥ Bpauyd GopMy/IUpoBaIn
Takue CUMIITOMBbI 3a60JieBaHUs. B Tabs. 7 A KaxAoro
MIIH mpencTaB/ieHbl TpU HauboJiee 4YacTO BCTpevaro-
IIUXCS CHMIITOMA 110 MHEHHUIO NALMEeHTOB U BpadeH.
CorylacHO J@aHHBIM Ta6J. 7, npu M® ryiaBHBIM CUM-
NTOMOM, TPEOYIOLIUM KOPPEKLUU 10 MHEHUIO 0/aBJIsAI0-
ero 60JIbIIMHCTBA NanueHToB (88 %) u Bpaveit (91 %),
6bl1a c1abocTh. BTOpoll Mo 3HAaYMMOCTH CHMITOM Kak
[0 OlleHKaM NalMeHTOB, TaK U IO OlleHKaM Bpayed —
60sb U AuckoMopT B kUBOTe. UTO KacaeTcss TpeTbero
CUMIITOMa, MAalUEeHThl yKasanu notiauBocTb (18 %), a
Bpauu — cijieHoMeranuio (27 %). [Ipu 3T cumntToMowm,
HYXX/JaWIUMCS B NepBoOYepeJHOM BHMMaHHUM U KO-
pPeKLUU M0 MHEHHUIO GoJibllleld YyacTu manueHToB (73 %)
n Bpaued (71 %), Takxke Oblia caabocTb. Bropoi mo
3HAYMMOCTHM CUMIITOM Kak I10 OlleHKaM NallUeHTOB, TaK U
Bpaueil — roJioBHas 60Jib (22 u 43 % COOTBETCTBEHHO).
TpeTbUM IO 3HAYMMOCTH CHUMIITOMOM IALlMEHTHI OTMe-
TUJIM NOTAUBOCTB (14 %), a Bpaul — OHEeMeHHe KOHeu-
HocTel (26 %). [Ipu UI1 60s1bHbIe ¥ BpauX BbIOpav O HU
Y Te ’Ke CUMIITOMBI, Tpebymwlire koppekuuu. OgHako, o
MHEHHUIO [TallUeHTOB, Ha IePBOM MecTe 6GbLa C1ab0oCThb, Ha
TpeTbeM — KOXHbIN 3y[ (oTMeTu/1 68 1 30 % 60JIbHBIX
COOTBETCTBEHHO), a 110 MHEHUIO Bpaded, HA060pPOT: Ha
NepBOM MecTe — KOXXHbI! 3y, Ha nocieiHeM — cJ1aboCThb
(vkasanu 82 u 58 % Bpauell COOTBETCTBEHHO).
[IpefcTaBisieT MHTepec HHPOpMalUs O CIOCO0aX,
KOTOpbIe UCNOJb3YIOT 60bHBIe MIIH asa obserdenus
CUMIITOMOB. /lJi1 3TOro Mbl NpOaHAJIUM3WMpPOBaIH, KakKas
JtoJist 60sbHBbIX Tpu M®, UIT u 3T cTaBUT Jieyalero Bpaya
B U3BECTHOCTb 00 UMEIOLIUXCS CUMIITOMAX U XKET OT HEr0
MOMOLY, KaKasl [10J151 60JIbHBIX CTApAeTCs CIPaBJSTHCS C
CUMIITOMaMHM CaMOCTOSITEJIbHO M Kakas [J10J1s1 GOJIbHBIX
HUYero He NpeJIpUHUMAET JJIs1 TOro, YTOObI CIPAaBUTHCS
C MUMEeIUUMUCS cuMIIToMaMu. M3 Bcex nmanueHToB ¢ MITH,
KOTOpbIe OTBETUJIU Ha AaHHBIN Bonpoc (n = 1043), 60Jib-
IUHCTBO (75 %) ykKasasu, 4yTo o6pallaloTcs K Bpady U
JKAYT IOMOILU OT HEero AJist 06JierdieHusi CMMIToMoB, 19 %
CTaparTCs CIPAaBUTBLCS C CUMITOMaMHU CAaMOCTOSITE/IbHO
Y B HEKOTOPBIX CJIy4yassX MOTYT 06paTUThCA K Bpaudy, 6 %
NalMeHTOB HUYEero He NMpeANpUHUMAIOT. [loJis 60JIbHBIX,
KOTOpble CAMOCTOSITEJIbHO CIIPABJISIIOTCS C CHMIITOMaMH,
6bl1a 60sbite npu AT u UIl, yem npu M® (27 % npu 3T,
26,9 % npu UIl, 17,8 % npu M®; p = 0,005). BoamoxkHo,
3TO oObsicHseTcsa TeM, yTo npu T u UIl manueHTH! B
MeHblllel cTelleHu MHGOPMHUPOBaHbI O 3ab60JieBaHUU U
ero cuMnromax, 4yeM npu M. [logassiouiee 60JbIINH-
CTBO MallMeHTOB, UCTIBITHIBAKIUX CUMITOMBI, OTMEYaloT,
YTO NPUMEHAIT AJs UX 06JierdeHUsl JieKapCTBEHHbIe
npenaparbl, KOTOpble peKOMeHJOBaJ Bpady, 86,8,
84,9 u 78,5 % 60sabHBIX ¢ M®, UI1 1 9T cOOTBETCTBEHHO.
3HauuTeJbHOE 4YHUCI0 GOJBHBIX CTapajuChb U3MEHUTh
pPEeXHUM XU3HU U nuTaHus: 18,4 % npu MO, 23,8 % npu
WUIl u 23 % npu IT. HekoTopble nanyeHTh! 06palialnch
K HeTpPaJAULUOHHBIM MeToJaM JedeHus: 8,2 % npu MO,
6,6 % npu UIl u 5,3 % npu IT. Tonbko 1 % GosabHBIX MD
U 2 % — c UI1 u 3T ob6parmanucek k ncuxosory. U3 gpyrux
cnoco60B 06Jier4eHNUs1 CHMIITOMOB 60/1bHble M® ykazaiu
cleaywoliye: OTAbIX, IOCellleHHe XpaMa, [03UTHUBHOe
MblllJIeHHe, 06e360/MBalolIe MasH, NPUEM HeCTepo-
WJHBIX NPOTUBOBOCHAJUTEJBHBIX CPEACTB; OOJIbHbIE

KTMHNYECKAA OHKOTEMATO/TON 4

WUIl — ¢dusuveckyr akTUBHOCTB; 60sbHBIE 3T — cnopr,
aKTUBHBIM 06pas KU3HH, MpUeM 06e360/IMBAIOLIUX TIpe-
apaToB.

JaHHas MH$opMalus JaeT INpeJCTaBJeHUE O TOM,
Kak 6oJsibHble MIIH cnpaB/isiloTcsl ¢ UMELUUMUCH CUM-
nToMaMu. B iesioM 60s1b111as YacTh NaLMeHTOB c/aef0Bajla
pekoMeHJaLUAM Jieqallero Bpaya. 0ZjHako 3HaYMTeAbHas
JloJs1 GOJIbHBIX ObOpallasach K HeTPaJULMOHHBIM Me-
TOJZlaM JIeueHHUsl U cTapajacb U3MEHUTb PEXUM KU3HU U
NUTaHUA. MOXXHO NPeAI0J0KUTh, YTO TaKue NalUeHThbl
KOHCTPYKTHBHO HAaCTPOeHbI Ha 60pb0OY c 3a60/1eBaHUEM U
NBITAIOTCS UCN0JIb30BaTh BCe BO3MOXKHBIE [IJIs1 ITOrO CII0-
co6bl, 0/JHAKO KaKasi-TO YaCTb U3 HUX MOXKeT OTHOCUTBCS
K IpyIIe NaleHTOB, He y/J0BJIeTBOPEHHBIX 3 HEKTOM OT
npeJHCaHHOr0 BpauyoM JiedeHUs] MJIM HUCIbIThIBAIOIHUX
3aTpyJHEHUs B JOCTYNHOCTH aJleKBaTHOH MeJWIMH-
cKoi moMmold. /laHHble acneKTbl TPeOyT OTAeJIbHOI0
aHa/nu3a. B 3TOM CBfI3M TaK)Xe O4YEBHU/HO, YTO BOIPOCHI
MpUBEPKEHHOCTU 6oJibHbIX MIIH K JledeHUI0 3aciayKu-
BalOT NPUCTAJIbHOI0 BHUMAHUA U TPeOYIOT JaibHEN1Iero
H3y4YeHUsl.

Jpyroil BaXKHBbIH aclleKT, paCCMOTPEHHbIM B paMKax
0Ipoca, Kacajcs HeoOXOAUMOCTH MOJJePKKH MallueHTOB
CO CTOPOHBI POJICTBEHHUKOB, KOJLJIET, CJIYXK0 ColMaJbHON
3alUThl U Jp. Ha OCHOBAaHMM ONPOCHBIX JIMCTOB MbI
MpOaHAJIM3UPOBAIH, KaKasl 0/l GOJIbHBIX HYX/aeTcs B
NoJilep’kKe M Kakas NojJep)Kka HeobxoauMa. [lanyeHTsl
MOIJIM BbIOpaTh HECKOJIbKO BapHaHTOB OTBeTa. B urore
46,9 % 60abHBIX M®, 36 % c UIl u 32,2 % c 3T ykasany,
YTO HYXXJAITCS B NOAJlep>KKe B CBSI3U C 3a60JIeBaHHUEM.
Yaie Bcero naiueHThbl B Halledl BbIOOPKe yKa3blBaJu Ha
He0o06X0AMMOCTb NMOAJEP>KKH CO CTOPOHBI POJICTBEHHUKOB,
Ipu 3TOM cpeAu nauueHToB ¢ HII 6GblIa HeECKOJIbKO
MeHbllle J10/151 HY»K/JQIOLMXCS B IOMOIIM POJCTBEHHUKOB,
yeM B rpynnax M® u 3T (76,7 vs 83,6 u 85,2 %; p > 0,05).
[Ipu M® u UII Hecko/bKO GOJIbIIE ObLIA [0S TALIUEHTOB,
KOTOpble HY>K/JIAIOTCsl B MOAJePKKe CO CTOPOHbI OPraHoB
couuaJbHOM 3amuThl HaceseHusi, yem npu IT (26,1 u
28,8 vs 18,5 %; p > 0,05). 3To, BEpOSATHO, OOYCIOBIEHO
collMasIbHO-leMorpaduyecKuMy XapaKTepUCTUKaMU Ia-
LIMEHTOB: GoJiblle 60bHbIX M® u UIl nmMeroT WHBaIW-
HOCTb M, COOTBETCTBEHHO, B MeHblllel CTeleHU 3aHAThI
MOJIHBIM pabounit feHb. Pexke Bcero manreHThbl OTMeyaan
Heo06X0AMMOCTb NOAePKKH CO CTOPOHBI KOJIJIET U ipy3eit:
10,3 % npu M@, 13,7 % nipu Ul u 13,9 % npu 3T. [Ipumeya-
TeJIbHO, YTO /10J151 6OJIbHBIX, HY»K/AQIOLMXCA B NOJJEPXKKe
npu UIl u IT, cyuiecTBeHHO NpeBbIIAeT TAKOBYHO IO
pesynbraTaM IpoekTa Landmark. CorsiacHo JaHHBIM
MeX/IyHapOoJJHOTO IIPOEKTa, HeOOXOAUMOCTD B MOJAepKKe
OTMETHJIN ToJbKO 22 % 60sbHbIX UIT 1 15 % — ¢ 3T. Bepo-
SITHO, TTOJIy4eHHble JJaHHble BO MHOT'OM OIlpeJie/IsIloTCsl Co-
L[Ma/IbHO-KYJIbTYPHBIMH OCOOGEHHOCTSIMH, XapaKTepHbIMU
JIJIs1 OTe4eCTBEHHOH MOMYJISIUN 60JIbHBIX.

BrisiB/eHHble  pacXoXJeHHWs MeXJy OlleHKaMHu
MalMeHTOB U Bpauel-reMaTosioroB npobsem npu MIIH,
CBSI3aHHBIX C 3a00JIeBaHUEM U JIeueHUEeM, MOTYT ObITh B
T. 4. 06yCJIOBJIEHb] yPOBHEM B3aUMO/eNCTBUS NaLlUeHT—
Bpau. B pamkax nporpammel MITH-KXK-2020 66111 usy-
YyeHbl pa3Hble aCleKThl B3aUMO/IeCTBUS NalMeHT-Bpay.
B mnepByro ouepeib NpOBeJleH aHa/U3 YAOBJIETBOPEH-
HOCTH B3aUMO/IeCTBHEM NallMeHT-BPay C TOYKU 3peHUsI
6osibHbIX MITH U ux sieyamux Bpayeil. B cooTBeTCcTBUM C
JlaHHBIMU onpoca 6oJiblliee YHCI0 60/IbHBIX, YeM Bpayel,
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GonbLue NPoheccHoHaNnbHOrO BHUMaH!S K MOUM NpoGiiemMam 1 TpYAHOCTAM

Puc. 9. Pacnpegenenne 6onbHbix MIH cornacHo ux MHEHUIO
Mo acnekTtam, KOTopble HYXAaloTCA B YNy4YLIEHUN MPU B3auMoaen-
CTBWM C Nevallmm Bpa4yom

Fig. 9. Distribution of MPN patients due to their views on aspects for
improvement in physician-patient relationship

y[IOBJIETBOPEHbl ~ B3aUMOJEHCTBUEM  NallMeHT-Bpad.
[TosHOCTBIO YA 0BJIETBOPEHBI B3auMogeicTeueM 87,2 %
nagureHToB U 71,2 % remartosioroB. CiefyeT OTMETHUTD,
YTO J10JI1 Bpauel, KOTOpble NOJHOCTBIO Y/10BJIETBOPEHBI
B3aUMO/lelicTBUEM IallMeHT-Bpay, 6osblie npu IT, yem
npu M® u U1 (79,3 vs 65,6 1 70,8 %; p < 0,001). 1151 cpas-
HeHUs], COIJIaCHO JlaHHBIM npoekTa Landmark, ygosiet-
BOpPEHO B3auUMOJleHCTBUEM NallMeHT-Bpay OJHWHAKOBOe
yucsao 6osbHbix MIIH 1 Bpauei-remaTtosioroB — 87 %.
[IpryeM cTeneHb yJ0BJETBOPEHHOCTH Bpadyed B3auMoO-
JleiCTBHeM MallMeHT-Bpay MpU BeJeHUU 60yibHbIX MITH
ObLJ1a CXOJHOM MpU pasHbIX dopMax 3a60JieBaHHUS.

B pamkax wuccieoBaHMSI Mbl IIpOaHaJM3UPOBAJIU
MHeHHe 60JibHbIX MIIH B OTHOIIEHUH TOTO, XOTEJH Obl
OHHM YTO-TO U3MEHUTb BO B3aUMOJENCTBUM C JieyaluM
BpayoM. [lanpeHTaM OblJIO NpejJIO)KeHO BbIOpaTh U3
CIMCKa OJWH WJIM HeCKOJIbKO BapUMaHTOB OTBETOB Kaca-
TeJIbHO aclleKTOB, KOTOpble BaXKHbI JJIs YIy4llleHUsl B3a-
nMoJieiicTBUs ¢ BpauoM. OKazanochk, 4To 41,5 % 60/bHBIX
M®, 37,8 % c U1 u 35,2 % c AT ykazasu NO3ULUH, KOTOPbIE
MOIJIM O6bl ONITHMU3UPOBATh B3aUMOJENCTBHE C BPauoM.
Kak BHJHO Ha puc. 9, malueHThbl OTMETUJIN CleAyloLre
acneKTbl, KOTOpble, C UX TOYKU 3peHUs], MOTYT YAY4IIUTh
B3aHWMO/JIeMCTBHe NalUeHT-Bpay: 52 % — moJsydyeHue
6oJibllle UHGOPMALIMKU O 3a60JIeBAHUM U BO3MOXKHOCTSX
Jnevyenus, 35,8 % — yBesMyeHHe BpeMeHHU Ha KOHCYJ/b-
Tauuo, 24,6 % — GoJiblliee JOBepHe CO CTOPOHBI Bpada
Y COBMECTHOe 00Cy>K/leHue IJIaHa JleueHUs U ero pesyJib-
TaToB, 14,6 % — 6osibliee npodeccuoHalbHOe BHUMaHHUe
K Npo6JieMaM U TPYAHOCTSIM nauueHTa (puc. 9).

OTMeTHM, 4TO B Ka4eCTBe MHbBIX Mep M0 YJIy4lleHHI0
B3aUMO/IeMCTBUS C BpadyoM IMallMeHThbl YKasaJu Cleay-
IolMe: JOCTYIHOCTb MOJYYeHHUsl HalpaBJieHUs K rema-
TOJIOTY, BOSMOXXHOCTb 0011leHHUsI N0 MHTepHeTy, BO3MOX-
HOCTb KpPaTKON KOHCYJbTAllMKM C BpayoM IO TeJsepOHY,
66JibllIasi BO3MOXXHOCTb OOILEHUSI C OTBETCTBEHHBIMHU
JINLIaMH, OT KOTOPBIX 3aBUCHUT NPUHATHE pelieHU . Takum
06pa3oM, KJIDUEBOM acleKT, KOTOpPbIH HYyXJaeTcs B
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Puc. 10. Pacnpegenenuve (A) naumeHToB U (b) Bpayeli cornacHo mx
MHEHWNIO OTHOCUTENBHO Lenen nevyenns MO, UM un 3T
WIM — nctuHHaga nonnumntemmns; MO — mnenogmnbpos; 3T — scceHuu-
anbHas TpoMbéounTeEMUS.

Fig. 10. Distribution of (A) patients and (b) physicians due to their
views on MF, PV, and ET treatment goals
WM — polycythemia vera; M® — myelofibrosis; 9T — essential
thrombocythemia.

yJIy4dllleHUH [IPY B3aUMOJIeCTBUM C JieyallliM BpayoM Mo
MHeHUI0 601bHbIX MITH, — noBblilieHMe HHGOPMUPOBAH-
HOCTH NalyeHTa 0 3a60J1eBaHUU U JledeHUH. be3ycsl0BHO,
3TOT BONPOC CBSI3aH C HEOOXOJAMMOCTbIO YBeJHUYeHUs
BpeMeHU Ha o6leHHe ¢ BpayoM. /laHHas uHdopManus
MOXXeT ObITb B JasibHeHllleM y4yTeHa NPU I[epecMOTpe
JUINTeJIbHOCTH NpYeMa NaliieHTa reMaToJI0TOM.
JIONOJIHUTENIBHO ~ M3yYa/lM, HACKOJIbKO COBIaJaeT
npejcTaBjeHue o0 Lessx Tepanuu MIIH ¢ Touku 3peHus
caMoro nalyeHTa U ero Jieyalero Bpava. B pamkax npo-
rpamMbl 60bHBIM MIIH ¥ remartosioram 6bLI0 HpejJio-
>KeHO BbIOPATh OCHOBHYIO lieJIb JiedeHHsl 3a60/1eBaHUs U3
NpeJ/I0XKEHHOTO CIMCKA OTBETOB, @ UMEHHO JOCTIXKEHHe
HOPMaJ/IbHbIX NOKasaTesield KpOBH, y/ydlleHHe KayecTBa
JKU3HH/yMeHblIeHWe CUMIITOMOB WJIM TNpefylpexaeHue
nporpeccipoBaHus 3abosieBaHusA. /Jlonmyckascs BbIGOp
HEeCKOJIbKMX BapHMaHTOB oTBeTa. Ha puc. 10 npezcTaBieHo
pacnpe/iesieHHe ALeHTOB U Bpayel COrJIaCHO UX MHEHHUIO
B OTHOLUEHHWH OCHOBHBIX 1iesiel ieueHust M@, U1 u 3T.
BosibHble M®, corsiacHO MX OTBeTaM B OTHOILIEHUHU
OCHOBHOHM Lie/IM JiedeHUsl 3a60JieBaHUSA, paclpeesu-



194 T.U. NoHoBa u ap.

JIUChb B PaBHOM cOoOTHoulleHuHu: 56,1 % — aocTHKeHUe
HOpMaJIbHBIX MTOKa3aTeJsiel kpoBy, 58,9 % — yaydiieHue
KavyecTBa >KU3HU/yMeHbllleHHe CUMITOMOB, 57,5 % —
npejynpex/jeHue INporpeccCUpoBaHUs  3abo0JieBaHHUS.
MHeHHe Bpauell OTHOCHUTeJbHO Liesel jeyeHuss MO ot-
JINYaJI0Ch OT MHEHHUS NManueHToB. Tak, 95 % reMaToJioroB
OTMETHWJIM YyJydllleHHe KadyecTBa KU3HU/yMeHblleHue
CUMIITOMOB, 76,8 % — npeaynpexaeHue NPOTrpeccu-
poBaHus 3abosieBaHUA U 33,3 % — AOCTHXKEHHE HOp-
MaJIbHBIX NT0Ka3aTesel KPOBH.

Ilpu UIl 61 % mnauueHTOB OTMETU/IM B KadecTBe
OCHOBHOM 1leJ11 JleueHHsl J0CTHXKeHHe HOPMaJsIbHbIX I10-
KasaTeJsiell KpoBH, 53,9 % — npeaynpexzeHue nporpec-
cupoBaHus 3ab6oseBaHus, 51,2 % — ysy4dllleHUe KayecTBa
’)KW3HU/yMeHbllleHhe CUMITOMOB. YTO KacaeTcsl TOYKH
3peHHUs reMaToJIOr0B, UX MHEHHE B OTHOLIEHUHY OCHOBHOM
uesu jgedenus UIl, Tak xe kak u npu M@, otsindanocs oT
MHeHUS manueHToB: 85,9 % chnenuanucToB B KauecTBe
OCHOBHOM Liesi JiedyeHUs W11 paccMaTpuBanu yaydllieHue
KavyeCTBa )XU3HU/yMeHbllIeHhe CUMIITOMOB, 77,8 % — Jo-
CTHXKeHUe HOpMaJsIbHBIX MOKa3aTeJsiell kpoBH, 55,6 % —
npejynpex/jeHue NporpeccupoBaHus 3a60J1eBaHHUs.

Bosapuble JT, corsiacHO uMX OTBeTaM B OTHOLUEHUU
OCHOBHOHM 1leJ11 JleyeHusl 3a60/1eBaHuUs, paclpesenInch
CXOHBIM 06pasoMm c rpynmnoit UIl: 60,7 % — HopManu-
3alMda nokasaTesiell KpoBY, 54,8 % — npenynpexaeHue
nporpeccupoBaHus 3a6osieBanust u 50 % — yaydiieHue
KayecTBa >KU3HU/yMeHbllleHHe cuMnTomoB. [lpu 3T
MHeHUe BpayeH-reMaToJIoroB OTHOCHUTEJbHO Iiesied
JleyeHUsl JlaHHOTO 3a60/ieBaHUS TaKXKe OT/JIMYaJoCh OT
MHeHMs nanueHToB. Tak, 74,7 % cneliMaJiicTOB OTMETHUIU
yJlydllleHHe KauecTBa *KM3HU U YMeHblIleHHe CHMIITOMOB,
72,7 % — [OCTHXKEHUEe HOpPMasbHBbIX MOKa3aTesei
KpoBH, 53,5 % — npeaynpex/JeHre IPorpeccCupoBaHUs
3ab0J/1eBaHUs.

Kak BHMAHO M3 MNOJyYeHHbIX JAHHBIX, HMEITCH
pacxoxZieHus1 B OlleHKax Lesel jedeHus MIIH mexny
CaMMMM MallMeHTaMMd M BpadaMu-remartoJioramu. [lpu
3TOM NpHUMeyvaTesJbHO, YTO 60JIblIe T0JOBUHBI 6G0JbHBIX
MITH v nogaBssolee YUCJI0 Bpayel yKasaju yaydlleHue
KauecTBa >KU3HHU/yMeHbllleHue CUMIITOMOB 3a60J1eBaHUs
KaK eZJMHCTBEHHYIO lieJib Tepaluu JHU60 B COYETaHUHU C
npeAynpex/JjeHueM NporpeccupoBaHUs 3aboJsieBaHUus U/
WJIM HOpMaJiM3aliel nokasaTesell KpOBH.

Hakoger, B pamkax nporpamMmmbl MITH-K2K-2020 6b11a
npoaHaJu3upoBaHa HHPopManus oT 60bHbIX MITH U re-
MaToJIOr0OB B OTHOILEHUH 11eJ1eCO0O6Pa3HOCTH AUCTAHIIU-
OHHOT'O B3aMMO/IeHCTBUA MaljMeHTa C JeYallluM BpauoM.
JTo Heo6X0AMMO AJIs JIy4llero KOHTpPoJis 3a60JieBaHuUs,
pery/sipHOro 3anoJIHeHUs NallueHTOM U OTNPaBKH Jieda-
11eMy Bpady 3/1eKTPOHHBIX pOPM OIIPOCHUKOB C UHPOpMa-
LjMel 0 CBOeM COCTOSIHUM U UMEIOLMXCSl CUMIITOMAX. Y4u-
ThIBas, YTO peasu3alys IporpaMMbl IPOXoAu/a B IepHUO/,
nangemun COVID-19, ata undopmanus npejcrapisaach
0COOEHHO aKTyaJbHOU. COT/IacHO MOJIyYeHHBbIM JJaHHBIM,
68 % remaTosioroB ¥ 37,8 % nainreHTOB CYUTAJIM 1]eJIeCO-
06pasHbIM JAUCTAaHLIMOHHOE B3aUMO/ZeHCTBUE C JleyaluM
BpayoM JJi JIy4lllero KOHTPOJis 3aboJieBaHMsA; MpHU
aToM 13 % Bpaueli u 34,9 % nanueHTOB 3aTPYAHUJIUCD C
oTBeTOM. YTO KacaeTcsi pery/sipHOro 3anoJHeHUs Nalu-
€HTOM 3JIEKTPOHHBIX POpPM ONPOCHHUKOB M UX OTIPABKHU
Bpauy, 74 % remaTtosioroB U 38,7 % nayueHTOB OTBETU/IU
Ha JIaHHbIN BOMPOC yTBEPAUTENbHO; 16 % cnelnuaaucToB

KTMHNYECKAA OHKOTEMATO/TON 4

Y 44,3 % nalnKMeHTOB 3aTPYAHUIUCH C OTBeTOM. TOT akKT,
YTO MeHee IO0JIOBUHbI 60/bHBIX MIIH 3anHTepecoBaHbI
B IUCTAHIIMOHHOM B3aUMOJIEHCTBUU C JIeHallluM BpauoM
Y 3aloJIHEHUW ONMPOCHUKOB [iJisl OLIEHKU CBOEro COCTO-
SIHUSI, OO'BSICHSIETCS OrPaHUYEHHBIMU BO3MOXKHOCTSIMU
HCIOJIb30BaHUs MHTepHeTa, 0COGEHHO B pervoHax, a
TaK)Ke 3HAYUTEJIbHOU JoJiel MalMeHTOB MOXKHUJIOTO BO3-
pacrta. CiiefyeT OTMETUTD, YTO MIPU OTBETE Ha BOIPOC O
MPUMEHEHUH B CBOEN MPAKTHUKE OMPOCHUKOB WU aHKET
[l OLleHKHW CUMITOMOB U JAPYTUX NMPo6JieM Y 60JbHBIX
MIIH 57 % reMaToJIOTOB OTMETHWJIA, YTO HCIOJb3YIOT
UxX UMHOrAa, 16 % — WCcno/b3ylT NOCTOSAHHO, 27 % —
HUKOTZIA HE MWCNOJIb3yIT. MHOrMe Bpaud OTMETUIU
HHOOPMATUBHOCTh U 11€J1eCO000Pa3HOCTb NPUMEHEHUS
onpocHUKoB MPN10 1 HM-PRO B kiMHU4eCKOM TpaKTHUKe
Ha pa3HbIX 3Talax BeAeHUs 60abHbIX MIIH: quarHocTtu-
YecKoM, JiedeGHOM M Ha 3Tamne HabuogeHus. CorsiacHo
WX MHEHUIO, JIaHHblE ONPOCHUKOB CJYXKAT I0JIe3HbIM
JIOMOJIHEHUEM KJUHUYeCKON MHPOpMalMd U BO MHOTHX
CJIy4asix MO3BOJISIIOT COCTABUTD 60Jiee MOJHOE NPe/ICTaB-
JIeHUe O CIIeKTpe NpobJieM, UMEIOLUXCS Y TAlUeHTOB, YTO
MoMoraeT ONTHMHU3UPOBATh HAGJIOJEHHE U OCOOGEHHO
aKTyaJIbHO B paMKax JUCTAaHLIMOHHOTO B3aUMO/IeNHCTBUSA
¢ 60bHBIMU B Mepuon nangemuu COVID-19. JonmosHu-
TeJIbHO reMaToJioraM ObLIO NMpeJJioKeHO OTBEeTHUTb Ha
BOIIPOC 0 HEOOXOJUMOCTHU IIepecMOTpa CXeM JieyeHHUs [
COKpallleHUs MOCeleHUuN MalueHToOM Bpada B yCJIOBUSAX
nangemuu COVID-19. Bosblile MoJIOBUHBI reMaTOJIOTOB
(53 %) cuuTany LesecoobpasHbIM NepecMOTPEThb CXEMBbI
JieueHUs AJisl YMeHbIlIeHUs KOJIMYeCTBa BUSUTOB K Bpavyy
B [IepUOJ, TaHJeMUU.

Takum o6pasom, pe3y/bTaThbl MporpaMMmbl
MITH-K?K-2020 cBUAeTeNbCTBYIOT O BaXKHOCTH OLI€HKH
KavyecTBa »KW3HU U CUMIITOMOB NPU BeJleHUU GOJIbHBIX
MITH pnsa yaydiieHUs B3aUMOJAENUCTBUS NalMEHT-Bpay
U CO3/aHUSl ONTUMAJbHBIX YCJIOBUHN Jis MAlUEHT-OpPU-
eHTUPOBAaHHOW MeJUIIMHCKON MOMOIIM B TreMaToJIOTH-
yeckol npakTuke. [losiydeHHbIe JaHHbIE TOATBEPXKAAOT
pe3y/sbTaTbl HeJAaBHUX 3apy0eKHbIX HCCAeJOBaHUN O
MEepPCIEeKTUBHOCTH U aKTYaJIbHOCTH UCI0JIb30BaHUSA [U-
POBBIX TEXHOJIOTUN AJIsI MOHUTOPHUHIA KayeCcTBa XU3HU
U CUMITOMOB B peajbHOW KJIMHUYECKOU MpaKTHUKe
60Js1bHbIX ¢ Ph-HeratuBubiMu MIIH [22, 23, 26].

3AK/TIOMEHUE

B paMkax HallMoHaJIbHOM HabJt0aTeJIbHOW POrpaMMbl
MITH-K2K-2020 ¢ ucnosib30BaHUEM COBPEMEHHOU MeTO-
JIOJIOTUM OLeHKH KayecTBa >KU3HU BIIepBble IOJIyYeHbI
JlaHHble 006 0COOEeHHOCTSX KayecTBa >KU3HU POCCUH-
ckux mnayueHToB ¢ Ph-HeratuBHbiMu MIIH, npoduie
CHUMIITOMOB NpH pa3HbiXx BapuaHTax MIIH u crenenu
WX BJIMSIHUS Ha IOBCEJHEBHYI0 >KM3Hb IallMeHTOB.
Bosbuble MIIH MMewT HapylleHHs KadecTBa »KHU3HU,
KOTOpble B 60JIbIIeH CTeNeHU KacaroTcsl GU3UYeCcKoro U
3MOILIMOHAJbHOTO GYHKIIMOHUPOBAHUHY, @ TaKXKe pexxuMa
npyveMa NUILM U NUTbS, B MeHbIIeH — COLHUAJIBHOIO
dyHknronuposanus. bosee uem y '/, (34 %) nanueHnToB
¢ MIIH 3aperucTpupoBaHO 3HAayMTesJbHOe HapylleHue
KadecTBa U3HU. [Ipy MO 3HauuTe/NbHOE HapylleHHUe
KauecTBa >XU3HU HabJtoZaeTca y 60/bLIero Yyucaa namu-
eHTOB, ueM npu UII u IT. Pusuveckoe U sMOIHOHAJIbBHOE
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GYHKLIMOHUPOBAHUsS ObLIU Xy:Ke y 60JbHbIX M® u UI],
yeM y 60J1bHbIX JT; HapyllleHUsl peXKMMa NpreMa IUIIU U
NUTbS ObLIXA 3HAYUMO GoJiblie npyu M®, uem npu UIIl u 3T.
ConpanbHoe GyHKIMOHHUpPOBaHUE y 6osbHbIX M®, UIl u
IT okaszasnoch cxofHbIM. UTO KacaeTcsl CHMIITOMOB, Yallje
Bcero npu MIIH oTMmevanuch ciaeaymooimue: caabocTb,
CHW)KEHHWe aKTUBHOCTH, NPOOGJEMBbI C KOHIleHTpauuen
BHUMaHMUs, JUCKOMPOPT B XKUBOTe, paHHee HachlllleHHe.
O6paiaeT Ha ceb6s BHUMaHHe, 4YTO Y MOJABJSAIOLIETO
6oJsibLIMHCTBA 60/1bHBIX MITH nmeeTcs ciaboctb: y 92,6 %
npu M@, y 83,7 % npu UIl u y 82 % npu IT. [Ipu satom
NpoduUIN aKTyaJbHbIX CUMITOMOB M HUX BbIPaKEHHOCTb
OT/IMYalOTCA Npu pasHbix MITH. ¥ Gosee '/, nanuenTon
MMeITCsl C/lefiyloliiie 3HAaYUTeJbHO BbIpaKeHHbIE CHM-
ntoMbl: pu M@ — c1abocTh, CHUXKEHHE aKTHBHOCTH,
JUCKOMPOPT B )KMBOTE, HOYHAs NOTJIMBOCTh, paHHee Ha-
celeHue; npu UIl — caabocTh, CHUKEeHUE aKTUBHOCTH,
npo6JieMbl C KOHIleHTpalied BHUMaHUS U KOXKHbBIN 3y/[;
npu T — c1aboCThb, CHUXKEHUE aKTUBHOCTH, NPO6.JIeMBI C
KOHIleHTpalueld BHUMaHMUs.

O6ecreuenve npu MIIH kayecTBeHHOU U 3ddek-
TUBHOM MeJULIMHCKON MOMOILbI0 BO3MOKHO, €CJIM OHa
OpPUEHTHpOBaHa Ha mauueHTa. OpHUEHTHPOBAHHOCTH
Ha MalMeHTa — 3TO B T. 4. MHGOPMUPOBAHHOCTb Me/IU-
LIMHCKOTO CO06lIecTBa 0 HapylleHUsAX KadecTBa KU3HU
60sibHbIX MITH, OTHOLIEHHH NMAlMEHTOB K 3a00JIEBAHUIO
Y JIeYeHHU10, @ TaK)Ke 0 TPYAHOCTSX, C KOTOPBIMU OHU CTaJl-
KUBAlOTCSl B Ipoliecce JieyeHUs. Y4YacThe B Nporpamme
MITH-K¥-2020 6oabHbIx ¢ Ph-HeraTtuBHbiMu MIIH u
Jleyallux Bpauyel-reMaTo/IOTOB I03BOJIMJIO OLEHUTh
pa3Hble acleKTbl KavyecTBa >XU3HM, OXapaKTepHu30BaThb
OTHOIleHHWe K 3a00JiIeBaHUID M JIEYeHHUI0, a TaKxKe
B3aUMMO/lelicTBUe NalMeHT-Bpad Ha OCHOBAaHMUM KakK
MHEHHUs] CaMHUX NALUEeHTOB, TaK W MHEHMUs Bpayed
Y BBbIABUTb HMeWIMecsl pacxoX/JeHUsl B OlleHKaX.
[Ipy M® nanueHTbHl M BpaYU-TeMATOJIOTH CXOJHBIM
06pa3oM OlLleHHBAIOT CTeleHb BJMSHUS CUMITOMOB Ha
MOBCE/JHEBHYIO >KU3Hb OOJIbHBIX U YPOBEHb HapylleHUH
ux KadecTBa xku3HU. [lpu UIl u 3T umerwT MecTo cepb-
e3Hble PacXOX/JeHUs B OlleHKax BOCHPUATHSA 60JIe3HU U
ee BJIMSIHUSA Ha pa3Hble acleKThl XKU3HU MeXy caMUMU
NalnMeHTaMHu M UX JieJalllUMM BpayaMM, OTMedaeTcsl He-
JloOLleHKa CrelyaJiCTaMUd BbIPpaXKEHHOCTH HapylleHHUH
KayecTBa »KW3HU MpU ITUX 3abosieBaHusax. [lpu MUIl
60JIbHble W Bpayu BbIOpaJM OJHU U Te K€ CUMITOMBI,
Tpebyromue koppekuuu. [Ipu M® u 3T He Bce CUMIITOMBI,
yKa3aHHble 60JIbHBIMU KaK HY>K/alollHecs] B KOPPeKLUH,
yKa3blBaJuch Bpayamu. [Ipy M® u 3T nugupyrouiyum
CUMIITOMOM, TPe6YIOIUM KOPPEKLUU 110 MHEHUIO N0Aa-
BJISIIOLIEr0 6OJIBIIMHCTBA OOJIbHBIX U Bpayel, siBJIseTCs
cna6octh. IIpy UIl OCHOBHBIM TakMM CHMIITOMOM, IO
MHEHHUIO 60JIblIeld YaCTH NalMeHTOB, sIBJIseTCs CJ1ab0CTh,
a 10 MHEHMUIO Bpayell — KOXKHbIN 3y,

BaxkHbI acneKT npu BeaeHUU 60sbHbIX MIIH — oc-
BeJIOMJIEHHOCTb MalMeHTOB O CBOEM JMarHo3e U NpoBo-
JMMoM JsiedeHuH. [logaBsoniee 60JbIMHCTBO 60JbHBIX
MITH ocBejoMJ/IeHBI 0 CBOEM 3a60J1eBaHUU U TPOBOJUMOM
JledeHUU. bBosblllasg 4YacTh MallMEHTOB CYHUTAET CBOe
3abosieBaHue cepbe3HbIM. [Ipy M® GoJsiblle manUeHTOB
paccMaTpUBaIOT CBOe 3ab0JieBaHHE KaK Cepbe3Hoe, YeM
npu UII u IT. YcraHOBJIEHO, YTO U3 BCeX MALUEHTOB C
MIIH, uMmermux cuMmntombl, 64,9 % cBg3bIBaJId UX C
UMelIMMcs 3ab0JieBaHUEM, He cBs3biBaau — 4,9 %,
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OoCTaJIbHble 3aTPyJHUJIUCh OTBETUTb. I[Ipu 3TOM J0/5
nagveHToB ¢ MIIH, koTopble cBAA3bIBaJiM HMeWILUeCcs
CUMIITOMBI C 3a6oJieBaHUeM, Obli1a Bbille npu M®, yem
npu UII u 3T. BecrmokoicTBO 13-32 BO3MOXKHBIX TPYAHO-
cTell ¢ obecrneyeHueM JieKapCTBEHHbIMU IpenapaTaMiy
ucnbIThIBalOT 30,6 % 60bHBIX MITH. [Tpu M® o151 Takux
nanueHToB Gosblie, yeM npu UII u I3T. OnpepeseHbl
TPYJHOCTH, C KOTOPbIMU CTaJIKMBalOTCs 60/bHble MITH:
60J1ee M0JIOBUHBI U3 HUX OTMETHJIN BXKHOCTb M0OJIyYeHUs
6oJibllle UHGOPMALUU O 3a60JIeBAaHUU U BO3MOXKHOCTSX
JiedeHus1, 6osee '/, — yBeJMYeHHs BPEMEHHM Ha KOH-
cynpraymto. [Ipy aHanuse nHPoOpMaL MY, NOJTYYEHHON OT
Jleyallux Bpayel-reMaToJIOrOB, YCTAHOBJIEHO, YTO OHHU
He BO BCeX C/Iy4asix UMeIOT Npe/iCTaBJeHHE O CTeleHH oc-
BeJIOMJIEHHOCTH CBOMX NALlMEHTOB O 3a60JieBaHUH, BO3-
MO>KHbBIX CUMIITOMAaX 60JIe3HU Y IPOBOAUMOM JIeYEHUMU.

Jpyroil 3HaUMMBIN pe3y/nbTaT HUCCAe[0BaHMSA, Kaca-
o1uica BegeHus 6obHbIX MITH, cBsi3aH ¢ HE06X0MMO-
CTbIO NTO/IIEPKKH MaljMeHTOB B CBSA3U € 3a60J1eBaHHUEM CO
CTOPOHBI POJ,CTBEHHUKOB, KOJIJIET, C/1YK0 cOlMalbHOM 3a-
wuThl U Ap. Tak, 46,9 % 6oabHbIX MD, 36 % c Ul 1 32,2 %
¢ IT ykaszasny, 4TO HY>K/JAIOTCS B TaKOU mojjepxke. ITa
MHpOopMalus JJO/HKHA ObITh JJONOJHUTENbHO NPOaHalu-
3MpOBaHa M HCIOJIb30BaHa [Jisi pa3paboTKU Meponpu-
STUW COLMAJbHON MOAAEPKKU 601bHbIX MITH.

B cBa3u ¢ TeMm, yTo nporpamma MITH-KXK-2020 pea-
JIM30BbIBasach B nepuoj nangemuu COVID-19, npoBeneH
aHa/u3 MHeHuM 60bHbIX MITH 1 Bpaueii-reMaTo/10TOB B
OTHOILIEHUH 11e/1eC000Pa3HOCTH JUCTAaHLMOHHOIO0 B3au-
MO/IEMCTBUSA C JledallluM BpauoM JJisl JIydllero KOHTPOJIs
3a60J1eBaHUs1, HEOOXOAMMOCTH PETYJISIPHOTO 3all0JIHEHUS
NalLMeHTOM M OTNPaBKH JleyallleMy Bpauy 3JIeKTPOHHBIX
¢$opM oIpOCHUKOB € MHPOpMaIel o CBOEM COCTOSTHUU U
MMEKIUXCs cuMnToMax. bosiee 2/, Bpayed-reMaToJ/i0roB
¥ '/, MalMeHTOB CYMUTa/H L[e]1eCO06pasHbIM JMCTaHIU-
OHHOE B3aUMO/lelCTBUE C JIedalliUM BpayoM /JJIs JIy4dllero
KOHTpOJIs 3a60J1eBaHUS U YTBEPJUTENbHO BbICKA3aJNCh
0 HEOOXOAUMOCTH PEry/sIpHOro 3al0JHEeHUs allueHTOM
3JIEKTPOHHBIX (OPM ONPOCHUKOB W HUX OTHpPaBKU Jie-
yauleMy Bpaudy. JTH JaHHble NMOATBEPKAAIT Ba)KHOCTb
pa3BUTHUSA LUPPOBBIX TEXHOJOTUHN B COBpeMEHHON reMa-
TOJIOTMH /IJ11 MOHUTOPHHTA COCTOSIHUS NMallUEHTOB.

JlaHHble, TOJlydeHHble B paMKaX IMPOTrpaMMBbl
MITH-K2K-2020, ¢ ofHOM CTOpPOHBI, MOATBEPAUIN KJIIO-
yeBble pe3y/lbTaThl MEX/YHApOJAHBIX HCCJIe[JOBaHUH, B
YaCcTHOCTU mpoekTa Landmark, ¢ gpyroil — mno3BoJinId
BbISIBUTb OCOGEHHOCTH HapylleHWH KadecTBa >KU3HHU
6osbHBIX MITH B Poccuu u onpefieiuTh COEKTpP cnenudu-
YecKuXx Npo6JieM, CBI3aHHBIX C 3a00/IeBAHUEM U JIeYEHUEM,
KOTOpble XapaKTepHbl [/ 3THUX MNalMeHTOB B Hallled
ctpase. OTZie/IbHO OTMETHM CyllleCTBEHHbIe IPpeuMyIlecTBa
nporpaMmmbl MITH-K2K-2020 mo cpaBHeHHIO C MPOEKTOM
Landmark. Bo-nepBbIX, B UcC/lIel0BaHUY, IPOBEJEHHOM B
Poccuiickoit ®epnepaniyy, /s OLleHKM KauyecTBa >KU3HU U
crnekTpa cuMmntToMoB npu MITH npuMeHsivcs coBpeMeHHble
CTaH/ApTU30BaHHbIE OMPOCHUKH, YTO 3HAYUTEBHO MOBbI-
11aeT BaJUJHOCTb MOJIyYEHHBIX Pe3y/bTaToB. Bo-BTODLIX,
B nporpamMme MITH-K2K-2020 B onpoce BMecTe ¢ nauyesn-
TaMM Y4acTBOBaJIM WX Jieyalllle Bpayd-reMaToJsIOTH, a B
npoekTe Landmark 6osibHble MIIH 1 Bpauu-reMaTosiory
He 3aBHCeJIU APYT OT Apyra. be3yc/ioBHO, TpUMeHEHHBIHN B
HallleM HccJleZloBaHUM NT0JIX0/, 06ecneyn. oJIydeH1e nalu-
€HT-OPUEHTHPOBAHHbBIX JAHHbBIX U MO3BOJIMJ 60Jlee TOYHO
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Y HaJIeXKHO OXapaKTepU30BaThb OTHOILIEHME MaleHTOB U
Bpayel K 3a60JIeBaHUI0 U IPOBOAUMOMY JIEUEHHIO.

Peanuzauuss B Poccuiickoit ®efepanuu Haluo-
HanbHOU nporpamMmbl MITH-K2K-2020 — BakHBIN BKJIa/,
B IOBbIILIEHHE OCBEJJOMJIEHHOCTH 0 Mpo6eMax 60JbHBIX
MIIH, cBsi3aHHBIX ¢ 3a60/1€BaHUEM U JieueHHUEeM, B aKTya-
JIN3aLUI0 BOMPOCOB UX KauecTBa KU3HU U NPUBJIEYEeHUE
BHUMAaHUsI K HEY/IOBJIETBOPEHHBIM MOTPEOHOCTSAM 3TOMU
KaTeropuu MalUeHTOB. Pe3ysbTaThbl, MOJy4YeHHble B
pamkax nporpammbel MITH-KK-2020, no3BossaT remaro-
JioraM, IpoBOAAILUM JiedyeHHe nanueHToB ¢ MIIH, nyyme
MOHSTH TPYJHOCTH, C KOTOPbIMU CTAJKUBAIOTCS UX MaLU-
€HTbI, U MOTYT UCIOJIb30BaThCS UMU JJIsl YIy4lLlIeHUs Ka-
YyecTBa MOMOLU 3TON KaTeropuu 60JbHBIX. Pe3ysbTaThl
nporpamMmbl MITH-KXK-2020 MoryT ObITH MOJIOXKEHBI B
OCHOBY peKOMeHJaLUN M0 yJaydllleHHIO/NoAJepHaHUI0
KayecTBa »KM3HU mnanueHToB ¢ Ph-HeratuBHbiMu MITH
Y NpUMEHEeHbI AJ51 pa3paboTKU MepOoNpUsTUHN, HalpaB-
JIEHHBbIX Ha TMOBbIIIEHUE OCBEJOMJEHHOCTH O6OJIbHBIX
MIIH ¥ uX pOJCTBEHHUKOB B OTHOIIEHUHU 3a60JieBaHUS
U JleyeHUs, BKJIIOYasi MpPOBeJeHHWe OHJIAWH-LIIKOJI [
MalyeHTOoB.

KOH®JIUKTbl UHTEPECOB

ABTOpBI 3asIBJIAIOT 06 OTCYTCTBUU KOHPJIUKTOB HHTEPECOB.

MCTOYHUNKN ®UHAHCUPOBAHUA

UccnenoBaHue BBINOJHEHO MeXHAIlMOHANBHBIM LIEH-
TPOM HCC/Ie[0BaHUSI KauecTBa XXKU3HU (CIOHCOp HcCCe-
JloBaHUs1) Npu GUHAHCOBOHU mozepx ke komnanuu 000
«CkonuHpapm».

BK/1IA1 ABTOPOB

KoHuenuuss v au3aiiH ucciaeaoBaHusi: T.UM. HMoHoBa,
T.II. HukutuHa.

Coop n o6pa6oTka gaHHbIX: 3.K. AGaynxanukoBa, E.A. AH-
ApeeBckad, JI.B. AnuykoBa, U.A. AnanackeBuy, A.H. Ap-
HayToBa, E.H. Babuy, M.B. Bapa6anmukoBa, H.B. Bep-
auHa, AIl. butwiokoB, H.b. Bynuesa, E.M. Bosioguuesa,
E.A. TunsasutauHoBa, B.M. 'mabmanmuHa, H.H. [noHuHa,
E.K. EropoBa, H.b. EcedneBa, E.B. Edpemosa, 3.b. Xasca-
HoBa, E.H. Ka6anoga, O.b. KasnamnukoBa, A.E. Kepcuiiosa,
TI0. Knutouenko, T.U. Kosoweiinosa, I1.M. KoHzapaToBs-
ckuii, E.B. KoposieBa, A.H. KorenbHukoBa, ['B. Kyuma,
H.A. JlazapeBa, H.C. Jlasopko, O.10. Jlu, E.B. Jlbitoposa,
A.C. JlamkuHa, 0.H. Macnosa, E.C. MusneeBa, H.E. MoukuH,
E.K. Hexai, f1.A. Hockos, E.C. OcunoBa, M.M. [lankparu-
kuHa, E.B. llotanuna, O.[J. Pynenko, T.I0. PoxxeHbkOBa,
E.W. CouTtakoBa, HT. Cuopaus, A.B. Tanbko, E.W. YcaueBa,
M.C. ®omuHsblx, 10.5. YepHnix, T.B. YuTtanasa, K.C. lllami-
kuHa, J.I. epctHes, [.M. lllux6a6aesa, T.B. lllHeiiaep,
K.C. IOpoBckasi.

IIlpepocraBieHue MaTepHuajioB HCC/IeJOBaHUA:
E.A. AunpeeBckas, E.H. Ba6uy, H.B. Bynuesa, 0.10. Buno-
rpazgosa, E.M. Bonoguyesa, C.B. Bosiowun, H.H. [71oHuHa,
C.K. Jly6os, H.B. EcedneBa, E.E. 3uHuHa,
M.O. UBaHoBa, T.10. Knutouenko, A.B. Konbuiosa, A.Jl. Ky-

KTMHNYECKAA OHKOTEMATO/TON 4

aaruH, [Lb. Kyuma, 0.10. Jly, E.I. J/lomaua, A.JI. MenuksH,
B.fl. MenbHuyenko, C.H. MenbmakoBa, H.B. MuHaeBa,
T.A. Mutuna, E.B. MoposoBa, H.E. MoukuH, O.E. Ounposa,
A.C. lonsixos, T.W. [locnenoBa, A.B. [lpoiinakos, O.A. Py-
kaBuubiH, [I. Capyanosa, U.H. Cy6opuesa, E.U. Ycauesa,
M.C. ®omunbIx, M.B. ®posioBa, T.B. lllenexona, /.I. llep-
ctHeB, T.B. [lIHe#gep, B.A. lllyBaes.

AHa/M3 U MHTepnpeTanusa AaHHbIX: E.A. AHZipeeBckad,
E.H. babuy, H.b. Bynuena, 0.10. Bunorpaznosa, E.M. Bo-
goaunyeBa, C.B. BosomwuH, H.H. [nonuna, C.K. [y6oB,
H.B. EcedneBa, E.E. 3ununa, M.O. UBa-
HoBa, TI0. Kiutouenko, A.B. KonbuioBa, A.Jl. Kynarus,
['b. Kyuma, 0.10. Jlu, E.IL Jlomana, A.JI. MenuksH,
B.fl. MenbHuyenko, C.H. MenbmakoBa, H.B. MuHaeBa,
T.A. MutuHa, E.B. Moposoga, O.E. OuupoBa, A.C. [loss1K0B,
T.H.TocnenoBa, A.B. [Ipoiigakos, 0.A. PykaBunbiy, [111. Ca-
¢dyaHnoBa, U.H. Cy6opueBa, M.C. Domunbix, M.B. ®poJiosa,
T.B. llenexoBa, JI.I. lllepcTHes, T.B. lllneiiaep, B.A. lllyBaes,
T.II. Hukutuna, T.U. UoHoBa.

IloAroTOBKA PYKONMCH: BCE aBTOPHI.

OkoHYaTe/JbHOE 0A0GpEeHNEe PYKONHCH: BCE aBTOPHI.

B/IATOAAPHOCTH

HUccnenoBaHue NpoBeAEeHO MO/ ATU/I0M HayYHOH paboueit
rpynnbl «KayecTBo >KM3HU U CUMITOMBbI» EBponeickoi
remaTtoJsiornyeckoit acconuanuu (EHA SWG «Quality of
Life and Symptoms»). ABTOpBI BbIpaXKaloT 6/1aroJapHOCTb
3KCIlepTaM Hay4yHoH paboyell rpynnbl «kKauecTBO )KU3HU U
cumnToMbl» EHA a-py daBapay Jlaane (TaniuH, 3cToHuUs),
a-py Idcrtep OnuBe (Pemxo-Zu-Kamabpusi, Urtanus) u
npod. Camy Caneky (Xaprdopauunp, BeankobpuraHusi)
3a npodeccuoHaJbHYIO O JIePXKKY HCCIe0BAHUS.

ABTOpBI BbIpaXalT 06/1ar0JapHOCTb HAy4YHbIM CO-
TpyJHUKaM MeXHalMOHaJbHOTO LieHTpa HCCJIe/J0BaHus
kavecTBa xxu3Hu H.M. [lopdupneBoit u /I.A. JIunaToBoii 3a
ydacTue B BeJleHUU 06a3bl JAHHBIX U NPOBeJleHUU CTaTH-
CTUY€eCKOTo aHa/Iu3a.
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