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Vlasov Y.V., Churakov M.V., Gromova T.N. Experience of carrying out sociological researches by patient NPOs

(an example of neurologists and patients poll with primary progressing disseminated sclerosis)

The main results of the sociological research conducted for the purpose of studying the level of satisfaction with the current therapy used at treatment of
patients with primarily - progressive disseminated sclerosis are presented in article. 418 patients with the established diagnosis of primarily - progressive
disseminated sclerosis and 80 neurologists specializing in area of this disease have participated in the poll. The research project has been carried out by the

All-Russian public organization of disabled people - patients with multiple sclerosis (000I-BRS)
such medico-sociological research.

. It is the Russian Federation’s first experience of carrying out
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B ctaTtbe npepcTaBneHbl 0CHOBHbIe pe3ynbTaTbl COLUOJIOTMYe-
CKOTo UCC/Iei0BaHUA, NPOBEAEHHOIO C LieNiblo M3Y4eHUs YPOBHSA
VAOB/IETBOPEHHOCTYU TEKYLLEW Tepanuen, UCNOoJib3yeMoi Npu
NneyeHUU NALUEHTOB C NePBUYHO-NPOrpeccMpyioL MM paccesH-
HbIM CKJiepo3oM. B onpoce npuHsaau yyactue 418 naumeHToB

C YCTaHOBNIEHHbIM AUArHO30M NEPBUYHO-NPOrpeccupyioLLuii
paccesHHbIN cknepo3 u 80 HeBPONIOTroB, CNeLnaNnu3upyLUXCS
B 06nacTu faHHoro 3abonesaHus. UccnepoBarenibCKMil NPOEKT
6b11 ocywecTBneH 06wepoccuitckoii 061 ecTBeHHOI opraHu3sa-
uMein NHBANIMAOB — 6OJNIbHBIX PACCEAHHBIM CKJIEPO30M
(000U-BPC). 310 nepBbit B PD onbiT npoBefeHus

nofo6HOro MeAUKO-COLMONIOrUYECKOr0 UCCIIeA0BaHUA.

1 TBOY BMO «Camapckuit OnucaHue MeTOAUKU uccnenoBaHua
rOCYAAPCTBEHHbIi
MeAMUMHCKMI YHUBEPCUTETY,

) Hccneposarenbckuit mpoekT Ha Temy «Conunans-
sams99 @inbox.ru

HO-3KOHOMWUYECcKOe WCClefloBaHWE paluoHailb-

2 Lentp «CoumanbHas HOr'0 IMMIPUMEHEeHUA Tepallun IIepPBUYHO-IIpOorpec-

Mexanuka», socmech@mailru cypylonlero pacCcesHHOTO CKlepo3a» peann3oBa-

5 lenp «Counanshan HO 96mepoccw71c1<oﬁ 06ujecTBEHHON OpraHusa-

Mexanmkan, LMen UHBaNUA0B — OOJNBHBIX PACCEAHHBIM CKie-

socmech@mail.ru po3om (000U-BEPC) mpu nopznepxke Poccuiickoro
KOMUTETA UCClef0oBaTelell pacCeAHHOT0 CKJepo-
3a (POKUPC) un LlenTpa ryMaHUTAapHLIX TEXHOJO-
™t n uccneposaiuin «CouunanvHaa MexaHukay.
WccnenoBaHne COUMANLHOIO CTATyCa GONBHLIX C
MePBUYHO-IIPOTPECCUPYIOUM pacCcesHHLIM
cknepo3om B PO nmposoguTca Bnepsbie.
OCHOBHBLIMU 11€1AMU IIPOBOUMOT0 UCCeL0BAHUA
CTanu BU3yanusauua npodwuns maumeHTa C mnep-
BUYHO-TIPOTPECCUPYIOMUM PACCEAHHBIM CKIEPO-
3om (IITIPC), aHanu3 ypoBHA YA0BLETBOPEHHOCTU
TeKyllen Tepanuen y CIeluanucToB U MalueH-
TOB, @ TaKXe BbisABlEHUEe 06beMa MaTepUaNbHLIX
3aTpaT Ipu eYeHnn U peabunnranumn 60abHLIX C
IIIIPC.
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OcHOBHBIM MeTOROM c60pa AAHHLIX B UCCE[0Ba-
HUW ABAANOCL NUYHOe uHTepBbio (face-to-face).
OmpauvBanuch ABe KaTeropuu pecroHieHTOB:

e MAlMEHTHI C YCTAHOBIEHHBIM ANATHO30M

IIIPC;

e HEBPOJIOT'U, CIleljuanusnpyiommecs B 06nacTu
IIPC.

Ompoc MpOBOAUICA HA TeppUTOPUK 18 cyOBbEKTOB
P®. Bcero 6nu10 ompouleHo 418 MauMeHTOB C
IITIPC n 80 Bpaueil-HeBPOJOTOB, CIELNANUZUPY-
tomnxca B nevyenun IIIPC. C6op undopmauuu n
aHanu3 MONYYEHHBIX JAHHLIX OCYLEeCTBIANUCH B
mepunop ¢ 1 uionsa mo 20 Hoabpsa 2017 r.

OT60p pECIIOHAEHTOB OCYLECTBAALCA IO Liene-
BOW BHIOOPKE: ONMpPAIUBANUCL BCE IALUEHTLI
¢ IIIIPC, mpoxuBatwuue B permoHax, BOLWIEAUINX
B BLIOOPKY, U AaBLIne cOrnacue Ha yyacTue B UC-
cnepoBanun. IlpumMeHeHne Takoro MeTofa 0THO-
pa 06YCOBIEHO OTCYTCTBUEM ITOJIHBIX JLOCTOBEP-
HHIX [OAHHLIX O KonudectBe 6onbubix IITIPC
B crpaHe. OpHako 06beM BLIOOPOYHON COBOKYII-
HocTu (418 maunenros c IIIIPC) mossonser roso-
puTb 06 060CHOBAHHOCTU TOJYYEHHLIX PE3Yilb-
TATOB, IIOCKOJIbKY B IIPAKTUKE COLMUOJIOTUYECKUX
WUCClef0BaHW B Hallel CTpaHe U B MUpe [0 CUX
mop He OLUIO0 CTONb MACWITAOHOTO U3YIEHUA JaH-
HO KaTeropuu manueHTos.

OcCHOBHbIe pe3yabTaTtbl UCCnenoBaHusA

CoyuanvHblil npoduns

nayuenma c IIITPC

Ilo panHLIM uccnepoBanus, vame Bcero IITIPC
BCTpEYAeTCA B CpefHen, IKOHOMUYECKU aKTUB-
HOW BO3pacTHOW rpymmne oT 36 1o 55 ner (puc. 1).
ITanueHT ¢ faHHBIM 3a6071€BaHWEM UMEET BLICO-
KWit 06pa3oBaTeNbHbI CTATyC, 60AbLLION TPYLO-
BOW CTaX U MpoGecCUOHANbHLIN ONMLIT KBanudu-
LIMPOBAHHOTO creuunanucra. OH ABnAeTCA ceMen-
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HBIM 4YeJl0BEeKOM, BOCIIUTHIBAMOWUM ORHOTO WAN
IBYX HeTen.

IToutn 90% manuenTos c IIIIPC umeoT uuBanua-
HOCTb, IPUYEM JABE TPETWU — Hepabouwme IPYIIITHL

Tabauua 1. Cpoku puarHoctupoBanus MMPC y nauueHToB yeHTpos PC

CKoNIbKO BpeMeHM npoLio

(puc. 2). C MOMeHTa o6paleHns K Bpayam Kon-Bo, uen. Dona, %
Kax mokasano wuccnepoBaHue, IopaBlsflollee ueHTpa PC ao noctraHoBKU
6OJIBUINHCTBO OMPOUIEHHHIX B HACTOALlEE BPEMA auarvosa NNPC?
He paboraer (78,7%). U3 HUX 76,7% OCHOBHOM
TMPUYNHON TeKylleil He3aHATOCTWU Ha3Balau OT- el e e COt 169 404
CYTCTBUE BO3MOXHOCTU paboTaTb B CBA3W C CO-
CTOAHWEM 3,0POBbA. Yepes HeCKONbKO MecaALeB 93 22,2
Yepes rog 51 12,2
OcobeHHOCMU NevyeHus Llepe3 2-3 ropa 32 7,7
u peabunumayuu nayueHmos Yepes 4-6 et 22 53
c ITIIPC: oyeHka meKywel mepanuu
ITo panHubIM ompoca, 601e3Hb AUATHOCTUPYETCA ¥ e DA 8 i
MalMeHTOB JOCTATOMHO G6ICTPO: 40,4% ompo-  ‘lepes 11u Gonee set 2 0.5
LIEHHBIX OTMEeTWAM, uTo Auarxo3 IIIIPC um 6win [Lpyroe 2 0,5
TOCTaBJIeH B TeYEHUEe MecAla Iocie obpamenus 3aTpyAHAIOCH OTBETUTH 26 6,2
K BpavaM CIlelluaJn3UpOBaHHbIX PETNOHaNbHbIX OTKa3 oT oTBeTa 13 31
1leHTPOB paccesiHHOro cknepo3a (ueHtpst PC)
(ma6n. 1). Bcero 418 100,0
Ilocne mMar{ocTUpoBaHus 3ab0seBaHUA IOAAB-
nawolee 60NbIUINHCTBO MalLneHTOB (82,1%) pery-
AApHO HabnofaeTCs B MONUKIWHUKAX IO MeCTy  Jjiee 3GGEKTUBHLIX J1€KAPCTBEHHLIX IIPernaparax
*utenscra. 04HAKO, HECMOTPS Ha TAXKECTb 3a60- s nevyenusa mauuenTos c IITIPC kak kpaitHe Bbl-
JleBaHUA, yacTb manunenTtos c IIIIPC He oOpamaer-  COKY10 U BHICOKY1O (puc. 4). Ho oHU BUAAT U cno-
Cfi 3a MeAULUHCKOW ITOMOLbI0 B MEAULUHCKUE  XHOCTW, KOTOPHIE MOTYT BO3HWKHYTb IIPU IOAB-
VupeXAeHus, M60 LenalT 3TO He OUeHb YaCTO:  JIeHUW TAKOTO IPerapara, CBA3aHHbLIE C OTCYTCT-
10,8% ompoumeHHHLIX 3a MOCNEAHWI Toj, HU pa3y  BueM ero B dbefepanbHOM IepeyHe «7 BLICOKO3a-
He IOCelanu HeBPOJora B MIOJUKIAUHUKE B CBA3W  TPATHLIX HO30J10TUI», B QefepanbHbIX KAUHNYE-
co cBouM 3abonesanueM, 38,0% Hu pa3y He ob6pa- CKUX PEKOMEHAALUAX U B IepeUHe XU3HEHHO He-
Wanuch K TepamesTy 3a npourefmnii ron. OcHos-
Hble TIPUYMHBI: HU3KWUWA YPOBEHb AOCTYITHOCTU
MEeINLIMHCKO TIOMOIMN Ha aM6yaTOPHOM YPOBHE PucyHok 1. Bospact naunentos c MMPC
n HeBepue B 3bGEKTUBHOCTL JleueHUs.
[Io pannbiM uccneposanus, 80,1% OmMpoUIEHHBIX
nanuentos c IIMIPC HabnopaloTca MO MOBOAY 20-250er [l 1.4
cBOero 3aboyieBaHUA B CIleLXaNU3UPOBAHHBIX 26-35ner [N 128
PervoHanbHbLIX 11eHTPaX PacCeAHHOI0 CKlepo3a.
3645 ne [, 22,0
Yyrb Gonee TpeTW YYaCTHUKOB WCCIEAOBaHUA !
3aABUIIY, UTO TIPOXOAAT KYPC CTALMOHAPHOTO Jle- a6-55ncr A 35,2
yeHusa B ueHTpe PC He vaume opgHoro pasa B rojp se-65ner [ < 2
(mabn. 2).
B xoze uccnenoBaHus BpavyaM-HeEBPOJIOTaM OblI10 crapwe6sner [l 1,2
TIPeJJ10)KeHO ITPOPAHXKUPOBATb IO CTeIleHW 3Ha- Herorsera [ 3.1

yumocTu (0T 1 — cambie BaXHbIE, 10 5 — HAaUMeHee
BaXHBIE) IPOBJEMBL, C KOTOPLIMW OHU CTalKUBa-
oTca pu Begerun maunexTtos c [IITPC. B HacToa-
mee BpeMs Haubosnee aKTyanbHon npobueMoit as-
nserca OTCyTCcTBUe 3GdeKTUBHOW Tepamuu
[IATPC pna Takux mauneHTtos (puc. 3). UyTb Me-
Hee 3HaUUMbIM, HO TaKKe BaXHBIM, CTaJl0 OTCYT-
CTBUE KNUHUYeCcKUX pexomerpaunit IIIPC n mmpo-
6nemMa IO3[HEN [OMATHOCTUKU 3aboneBaHuA Ha
YpOBHE NTEePBUYHOTO 3BEHA.

B pamMkax mpoBOAMMOTO WCCHELOBAHUA U3yYa-
7ach MEAUKAMEHTO3Has COCTABAAOLlAA Teparuu
[IIIPC. Ilo panHbIM ompoca, Haubosee YacTo Ha-
3HAYaeMbIMU U IPUHUMAEMBIMU IALUEHTAMU C
[IIIPC mpemapaTraMu Ha CEroAHAWIHWIA JeHb ABAA-
10TC METUATIPeHU30710H U uHTepdepoH b-1b.
[opaBnsomee GONBUIMHCTBO ONMPOLIEHHBIX Bpa-
yei-HEBPOJIOTOB OL€HUBAIOT MOTPe6HOCTL B 60-

PucyHok 2. fpynnsl

Bropan (Il) He pabouan

Bropan (Il} pabouan
Mepean (I) ¢ npasom Ha...
Mepean (I} He pabouan -
BeccpouHO C NPaBoM Ha...
Beccpouno 6es npasa Ha..

Hetoreerta

MHBanupHocTth y naunentos c MMNPC

Tperen (1) N 203

I 3.
10,1

Wiz

]

-2

—— 1,3

_ 4,5
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Tabnuua 2. Yacrora rocnutanusauumin nayuentos c MMNPC B uentp PC

Kak uacTo Bbl npoxopguTe Kypc

CTaLUOHaPHOro NeyeHmns Kon-Bo, uen. Rons, %
B LeHTpe PC no noeoay

Bawero 3a6osnesaHua?

0puH pas B mecal 3 09
OpuH pas B kBapTan 18 5,2
[lBa-Tpu pasa B rog 59 17,1
OpuH pa3 B rog 113 32,8
OpuH pa3 B fBa — Tpu rofa 49 14,2
Pexe 66 19,1
Het cTaunoHapa 15 4,3
[pyroe 1 03
Het oTBeTa 21 6,1
Bcero 345 100,0

PucyHok 3. 3HaunmocTb npobnem
B BefeHun naunentos ¢ MMPC (MHeHne Bpayeit)

Orcyrerone adderTronoi Tepanus MATPC

OTCYTCTBHE KAWHHHECHNX PEROMEHAALMIA

nnec

Mo3AHAA AMATHOCTHEA Ha YPOBHE
NEPEHYHOTO 3BEHA

Mo3aHAR AHArHOCTMEA Ha YPOBHE

—_—

nomouH

OTCYTCTBME BOIMOMHOCTH BEINONHWTE
MPT cnuHHOro moara/ronoBHoro Mosra

I

PucyHok 4. Ouerka notpebHocTv B 6onee 3hdeKTUBHbBIX
NEeKapCTBEHHbIX Npenapatax Ans neveHus nauunentos ¢ MMPC

Boicokan
KpaiHe soicokan
CpegHan

3aTpyAHACE OTBETHTE

-
l 2,5

06XOAUMBIX W BaKHEWWIUX JIeKapCTBEHHLIX Ipe-
maparos (JKHBIJIII).

[lo paHHBIM UccnernoBanus, 6onee 35% manuex-
TOB PUHUMAIOT IGO0 IPUHUMANU PAHEE LOPOTO-
crosaumyto Tepamuio, B T.4. «off-label», To ects
mpernaparsl, He fokasasumne 3pHeKTUBHOCTU U He
3aperncTPUPOBAHHbLIE IIPU IEPBUYHO-IIPOTPeEC-
CUDVIOLEM PACCEAHHOM CKilepo3e (mabn. 3, 4).
BMecTe ¢ TeM GONBUIMHCTBO OMPOUIEHHBIX MALU-
enToB c II[IPC He oyeHb BLICOKO OLlEHWUBAWT 3¢-
(beKTUBHOCTb MPOBOAUMOI B HAcCTOsAllee BpPEMA
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Tepanuu B CBA3U C UX 3aboneBanuneM: 18,4% one-
HUBAMOT ee Kak coBceM HeabdekTusuyo, 39,0% —
Kak HepocTtarouHo 3¢ dexTusHyto (puc. 5).
Bpauwn eme 6onee KPUTUYHLL B CBOUX OL€HKAX:
87,5% crmeunanucToB OLEeHWIN ee Kak He 3ddek-
TUBHYI0 B TOW WU HOW cTeneHu (puc. 6).

Kauecmso xu3Hu nayuenmos c IIITPC

B 1enom ins ompoureHHLIX XapaKTepHa JJ0BOJbHO
MEeCCUMUCTUYHAA CaMOOLEHKAa U3MeHeHUN co6-
CTBEHHOTO COCTOAHUA 3a IMOCJEeAHWIt rop (puc.
7). YxypureHue cOCTOAHUA COOCTBEHHOTO 3[,0PO-
Bbs OTMeYaeT Gojiee MOJIOBUHLL OMPOUIEHHHIX —
55,2%. IIpOTWBOIIONOXHOE MHEHUE (3[0pOBbE
YAyYIIUIO0Ch) BhICKa3anu auirb 10,5% pecroH-
LeHTOB.

OpHako, HECMOTPA Ha HU3KYI0 OlleHKY cBOero ¢u-
3U4eCKOT0 COCTOAHUA U BO3MOXHOCTEN CBOETO
30POBbA, OINpPOLIEHHLIE IMPOAEMOHCTPUPOBANUN
OCTOPOXHBI ONTUMWU3M B CaMOOlleHKe CBOEro
TICUXO0-3MOLMOHANLHOTO COCTOAHWUA.
Han6onburyto momoms B COXpaHEHUN TIO3UTUBHO-
ro Hactpos y 6onbHbix ¢ IITIPC okasbwiBaeT Ion-
ZepXKa W IMOHWUMaHWe CO CTOPOHbLI POACTBEHHW-
KOB, 4JIeHOB CeMbWU. BONbUIMHCTBO OMPOLIEHHLIX
OlleHUBAIOT CBOW B3aUMOOTHOUIEHUA B CEMbe J0-
BOJIbHO ITO3UTUBHO: 59,6% pecrnoHAeHTOB OTMe-
TWIW, YTO UIEHH CeMeW CTapalTCs 061erYnUTh Ux
COCTOAHUE, IOMOYD, eme 29,4% cKa3anun 0 COIyB-
CTBEHHOM OTHOLIEHUW K cebe (puc. 8).
OCHOBHBIMW TPYAHOCTAMM, C KOTOPHIMWU CTaNKu-
BAIOTCA ONPOLIEHHLIE B CBOEW CEMEWHOWN XWU3HMU,
ABJNAIOTCA:

e 3aTPYAHEHUA B BHITOJHEHUN

LOMalIHUX 0653aHHOCTEN;

e TPYAHOCTU MaTepuanbHOTO XapaKTepa;

e HapYUIEHUA B UHTUMHOW XU3HU.

44,0% OIMPONIEHHBIX 3aABUIW, YTO UM He06X0oauM
TOCTOAHHBIA ITOMOWHUK, YTOOH OCYWECTBAATH
MOBCEAHEBHYI0 [leATeNbHOCTb. Jalle BCEro AaH-
HY10 QYHKUUIO BLIIONHAET LPYrOil UleH CeMbM,
YTO MIPUBOAWUT K AOIMOJIHUTENIbHbIM Harpy3kam Ha
ceMeinHblil GI07KET, MOCKONbKY 6IU3KUM MPUXO-
IMTCA OCTaBNATb PaboTy Ha BpeMsA yxoja 3a
60NbHLIM.

MarepuanbHoe IONI0XKeHWE NOLABAA0Nero 6onb-
muHCTBa ceMei mauueHToB c IIIIPC yxypuraerca.
MHoOTrne BBIHYXJEHB HeCTU [OIMOJNHWUTEJbHbIE
pacxopbl Ha neyeHue 6onbHoro. Yaule Bcero yva-
CTHUKW UCCJIel0BAaHUA OI1auUBalOT:

e mpuobpeTeHne nekapcrs (85,4%);

e MOE3AKU Ha KOHCYAbTaLumn K Bpavam (37,8%);
e ycnyru maccaxucra (19,6%).

IIo paHHBIM UCClenoBaHUA, B CpPeJHEM OfHA ce-
Mbsl TPATUT Ha Jle¥eHue u peabunutaunnio 60onb-
HOTO [JOTOIHUTENbLHO 5 046 py6. B Mecal,.

OyeHka Kayecmsa MeOUYUHCKOU

nomouju nayuenmam c IIIIPC 8 pezuoxax

B xope uccnenoBaHUs OMpANIMBAaEMBIM BpavyaM-
HEBPOJOraM 6bI0 MPEAJOXKEeHO OLEeHUTb Kaue-
CTBO OKa3aHUsA MEAULUUHCKOW IOMOWU MalueH-
Tam c IITIPC B TOM pernoxe, rue OHU MIPOXUBAKT
n paborator. Ouenka paBanach mo 10-Tu 6annb-
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HOW mKane oT 1 — oYeHb HU3KOe KAavecTBO A0
10 — oueHb BLICOKOE KayecTBO.

OmpoureHHbIEe CIIENUANUCTHL AN He OUYeHb BLI-
COKY10 OLleHKY KauecTBY MeAULUHCKOW ITOMOLN,
okasbiBaeMon nauunexram c [IIIPC B ux pernoxax.
B nenom xavecTBO oKasaHUA MeLULUHCKOW IO-
momu manuentam c IIIIPC 610 oueHeHo B 5,2
6anna. Haubonbume 6annsi ganu CBOUM peruo-
HaM Bpaun Peciy6nuku Tatapcray, TioMeHCKO 1
YnbsAHOBCKOW 061acTel, caMble HU3KUE — HEBPO-
norn Yensabuxckoi u Spocnaeckoit obnacreit
(puc. 9).

Camas MHOTOYUCNEHHAas IPYINIla ONPOUIEHHBLIX
HeBpPONOroB (37,5%) cUWUTaeT, YTO Ka4ecTBO Me-
IVULIMHCKOW oMoy mauuenTtam ¢ IIIIPC, okasbi-
BaeMOi B UX PernoHe, TaKoe Xe, Kak U B CTpaHe B
nenom (puc. 10).

KonuuecTBo Tex, KTO cYUTaeT, YTO CUTyaLus y
HWUX B PETMOHE B TOW WU UHOW Mepe (3HaYUTeNb-
HO, HEMHOT0) Jlyylile, YeM B CTPaHe B 11€J10M, IT0Y-
TW B 1Ba pa3a 60jblle, YeM TEX, KTO [ajl HETaTUB-
HY0 OLleHKY CBOEMY DPEruoHy.

Te Bpauu, KTo faBan 60ojee BHICOKYIO OLEHKY Ka-
YeCTBY PernoHanbHOW CUCTEMBI OKa3aHUA ITOMO-
mu nmanuenTam c IIIIPC, cunTaoT B mogasnsiouemM
6ObUINHCTBE, YTO STOMY CIIOCOGCTBYET QyHKIU-
OHWpPOBaHWe B pPernoHe CIelLuanu3npoBaHHOIO
yenTpa PC. Eme ofHON 3HAaYUMO ITPUUUHO BbI-
COKOTO0 KauecTBa ITOMOLIYN, OKa3bIBaeMOW U3yydae-
MO KaTeropuwu nalueHTOB B PeruoHe, ABNAETCS,
0 MHeHW10 27,3% OIpOLIeHHHLIX CIIEeLNanuncTos,
Halnuve peruoHalbHLIX IPOTPaMM MOMOWM Ta-
KUM GOJIbHBIM.

Huskue oneHkn ObIIU CBA3AHBL C OTCYTCTBUEM
crmenuanusuposantoro nenrpa PC. Tak, mo mHe-
HUi0 13,8% pecrioH[eHTOB, KOTOPLIE OLeHUN Ka-
YeCTBO DPEruoHalbHOW IOMOWMW IalueHTaM C
[ITIPC HWKe, UeM B CpeJHEM IIO CTPaHeE, TaKas CU-
Tyaluus BbI3BaHa OTCYTCTBUEM B PernOHe LleHTpa
PC nu60o oTCyTCTBUEM CIlELMANU3UPOBAHHBIX OT-
LesleHnit B 6071bHULAX PETUNOHA.

[Io paHHBIM UCCNEf0BaHWA, B HACTOAllee BpeMa
MAlMEeHTH OCTpee BCEro OyWalT MOoTpebHOCTh
B LOCTYIHOW 3 (PEKTUBHON UHHOBALWOHHOW Te-
paruu IIIIPC (ma6an. 5).

Ta6auua 3. Npenaparsbl, npuHMMaeMble naumenTamu ¢ MMNPC B HacTosLee Bpems

Kakue npenaparbl Bbl nojsy4yaete

no npodunio Bawero Kon-Bo, uen. Nona, %
3aboneBanna?

NHTepdepoH 6-16 39 9,3
NHTepdepoH 6-1a 28 6,7
[natupamepa auerar 10 2,4
TepudnyHommup 3 0,7
Haranusymab 4 1,0
OuHronumon 1 0,2
Numetuncymapar 0 0,0
MetunnpepHW3010H

(Bp. MIOKOKOPTUKOCTEPOUADI) 44 10,5
MerunupoBaHHbI MHTEPGEPOH 1 0,2
MuTOKCaHTpOH 5 1,2
[pyroe 50 12,0
He nonyyan 57 13,6
Het otBeTa 196 46,9

PucyHok 5. OueHka nauneHTamu 3 heKTMBHOCTM NPOBOANMOIN UM Tepanuu

Bnonne Hepocrarouno
addexTieHa adpdexTueHa

_ 39,0%

e

Coscem He
apderrnena
18,4%
Heroreera 3arpyaHaloch
4,3% OTBETHTL
15,8%

PucyHok 6. OueHka Bpayamu 3chdeKTUBHOCTH
Tepanuu, nposoaumoi naymentam c MMPC

Hegocrarouno
adpderTneHa
70,0%

Bnonue lopasgo nyywe,
spdertueHa 2,6%
1,3% - [
Orxkas or oteeta Jatpyamarocs
3arpyannaioch Tepanuio He CoBcem ne 1,4% ey Fopaspo xyme
oTBETUTE b 26,3%

PucyHok 7. CamooueHka
COCTOAHMA 380p0oBbA NaymeHTos c MMPC

Tanoe me
30,9% Hemuoro xyme

28,9%

Hemmuoro nyuwe
7,9%

7,5% 3,8%

1,9%
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Ta6nuua 4. Mpenapatbl, npuHuMaemsble nauueHtTamu c MMPC panee PucyHok 8. OTHowenwe unexos
cembu K 60ne3nun naunentos ¢ MMPC

Kakue npenaparbi Bbl

nosiyyanu paHee Kon-Bo, uen. Nlona, % 8 " | E
no npocunio Bawero paswomywro [ 36
3a6onesaHua? conocrseno | - ¢
Crapasorea obneryute Bawe _ 59,6
WuTepdepoH 6-16 64 15,3 COTRUMIS, o, R
Huaue Il.ﬂ
NHTepdepoH 6-1a 44 10,5
[natupamepa auerar 42 10,0 Sarmsss e | 12
TepucnyHomng 3 0,7 Heroreera [l 31
Haranusymab 6 14
®uHronumon 2 05 Kak BuaHo 13 Tabauniubl, 3HaUUMBIMU [J1sl ONIPOLIEHHBIX ABJISA-
Oumetundymapar 0 0,0 10TCA B T.4. MaTepuanbHbie Mpobnemsl. Mccneposatue moka-
MeTuanpenHu3onoH 3aJ10, UTO CeMeitHbie 610[KeThl MHOI'MX MTALUEeHTOB IIOCE II0-
cTaHoBKU auarHosa IIIIPC HauuMHAWT HECTU [OMOJHUTENb-
(Bp. rMIOKOKOPTUKOCTEPOUAI) 93 22,2
HY10 Harpy3Ky, CBA3aHHYI0 C HE0OX0AUMOCTbI0 TIOKYIIKY Jle-
MerunupoBanHbiii nHTEPdEPOH 1 0,2 KapCcTB, omnaTsl paboTsl MaccaxucTos u ap. Kpome Toro,
MUTOKCAHTPOH 16 3,8 MHOTMEe TMAalUEeHTHl BLIHYKAEHH 0CTaBUTb pabory. [IosTomy
T 29 6.9 6oJiee MONOBUHLL YYACTHUKOB UCCAELA0BAHUA OTMETUIN, YTO
’ OHU HYXJAOTCA B MaTepuanbHOW NOpjepxKe (HeHeXHbe
He nonyyan 58 13,9 BLITLIATHL).
Her oTBeTa 135 32,3 AKTyanbHo ABAAETCA TOTPEOHOCTD B YAYYLIEHUN MEAULIUH-

CKoro 06CIIy)KVlBaHVlﬂ N onyuyeHnu 6ecIiaTHLIX JIeKapCTB.

Tabnuua 5. AKTyanbHble notpe6HocTH nauuenTos ¢ MMPC

Kak Bbl cuuTaete, B 4eM, npexae BCero, HyXAanTCA Nlons, B %
60osbHbIE pacCessHHbIM CKNEpo3oM?

Pa3Horo poaa AeHexHble BbinnaThl (MOCOOUS, NEHCUM, KOMNEHCALMK) 52,6
BHMMaHMe, 3360Ta CO CTOPOHbI OKpYKatOLNUX 20,8
[ocTynHocTb 3chdekTUBHOM MHHOBaLMOHHOM Tepanuu MMPC 57,7
Bo3MOXHOCTb OLyLWaTh cebs NoAHONPaBHbIM YieHoM obLiecTsa 26,1
BbiToBOE 06CNYKMBAHME HA AOMY 15,8
CneumnanbHas 6e36apbepHas cpefia, NpUCNoCcobNeHHas K HyXAaM UHBaNUA0B 371

CneuunanbHas TeXHUKA, yCTpOI?ICTBa " I'IpVICI'IOCOﬁﬂeHI/Iﬂ, no3BONAOLLME CBOOOLHO

nepeMeLlaTbCs, NoJy4aTh HY)HYIO MHPOPMALMIO, 06LaTbCs 328
KoHcynbTaumn cneunannctos no npaBoBbIM U MEAULMHCKUM BONPOCaM 22,0
lMomouys B TPyAOYCTPOICTBE, NepeobyyeHum, nonyyeHnn o6pasosaHus. 12,7

Momouwp B OpraHu3auunu gocyra, BO3MOXHOCTb y4aCTBOBATb B KOHLEpTax,

CMOPTUBHBIX MEPONPUATUSX, KYIBTYPHOI XU3HU 06aacTu 6,2
VnyylweHue MeauUUHCKOro 0bcnyKuBaHus 44,5
YnydiweHune XUnuLLHbIX YCNoBui 74
PeMOoHT Xunbs 33
BecnnatHble nekapcTea 45,0
[pyroe 1,2
3aTpyaHACh OTBETUTD 2,2
Het otBeTa 4,3
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PucyHoK 9. PernoHanbHble OLeHKM KayecTBa MeAULMHCKOK nomolu nauueHTtam ¢ MMNPC

Pecny6nuka Tarapcrad
TiomeHckan obnactb
YnbAHoBCKan obnactb
Camapckas obnacrb
Bonrorpapckan obnacrs
KpacHoapckas obnacrb
Pocrosckan obnactb
Capatosckana o6nactb
BopoHemcKkan obnacte
Omckan obnactb
KpacHogapckaa obnacrb
Huskeropogckana obnacrs
Openbyprckan obnactb
Antaickunin Kpain
YenabuHckan obnactb

Apocnasckaa obnactb

I 5,0
I 7,5
I 7,5
I .0
N 5.
I 5.0
I 5,0
I 5,0
I 4,5
I
I !
I 4.0
I £,0
I 3,7

I : :

I 2.

PucyHok 10. CpaBHeHuWe KayecTBa MefuLMHCKON nomouwmn nauuenTam c MNMPC B pernoHe 1 B cTpaHe B LesoM

HemHoro nyvwe

11,3%

3HauMTeNbHO
nyuwe
16,3%

Hevorseta
1,3%

Heckonbko xyme
13,8%

Jatpyausiocs 3HauUMTENbHO
OTBETUTL e i
17,5% e

OmpoureHHble Bpauu yallle BCEro TaKXe yKa3biBa-
10T Ha HEOOGXOAUMOCTb AOCTYIHOW 3bdeKTUBHOMN
WHHOBauUoHHOW Tepanuu IIIIPC (88,8%), crieuun-
QJIbHON TEXHWKW, YCTPOWCTB U MPUCIIOCO6IeHU
(75,0%), B nenom cosnanus 6e3b6apbepHoOn Cpepst
(60,0%), xoTopas naBana 6n maunenrtam c IIIIPC
BO3MOXHOCTb OWyWaTb ce6A IMONHOMPABHLIMU
yneHaMu obuecTBa.

3aKkntoyeHue

WTax, mepBUYHO-IIPOTPECCUPYIOINIA PACCEAHHBIN
CKJlepo3 valle BCero BCTPeYaeTcA B BO3PACTHON
rpymne oT 36 1o 55 ner, koropas ABnseTcs Hanbo-
Jlee 3KOHOMUYECKU akTuBHOM. M3-3a TaxecTn 3a-
GoneBaHus y MalMeHTOB IPOUCXOAUT OLICTpast

TMOTeps TPYAOCIIOCOOHOCTW, YTO OTpa)kaeTci Ha
CHUWXEeHUU MaTepPUalbHOro MOJI0XKEHNA CeMeN Ia-
uneHToB. Kak mokasano uccnenosanune, OmpouIex-
Hble manuueHTs ¢ [IITPC yame Bcero sBAATCA ce-
MEWHBLIMU J1I0AbMU, BOCIIUTLIBAOWUMU 1-2 feTell.
Mauments ¢ IIIIPC He monyvator 3bdexTnBHOM
Tepanmuu mno mpodwunio cBoero 3abonesaHus, B
CBs3W C YeM BO3pacTaeT He06X0AUMOCTb BHEeLpe-
HUA HOBEWLIUX METOLO0B Tepamuu 3TOTO COCTOSA-
HuA. B HacToAuwee Bpema B PP yxe 3aperucrpu-
POBaHbl WIAW IPOXOAAT PErucTpanuio Iepcrek-
TWUBHLIE JleKAPCTBEHHLIE ITPEITapaThl A JleueHus
[IIIPC. OmMH 13 HUX — OKpenusymab (mpouren pe-
ructpanuio B 2017 r.), KOTOPHI ABNAETCA Iep-
BLIM ITpemaparoM c nokasanuem IIMPC B Mupe, 3a-
peructpupoBaHubii FDA.
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WccnepoBanuem BuiABNEH GakT, uTo 6onee 35%
nauunenToB c IIIIPC monyyann neyeHue npemapa-
TamMu [IUTPC B KauecTBe ManinaTUBHOW IIOMOLIN.
[Ipuyem n Bpaun, 1 MauueHTH OTMeYaNU KpaiHe
HU3KY10 3 HEeKTUBHOCTb ITUX ITPelapaToB. 3amMe-
TUM, YTO MIOLOOHOE Ha3HAYeHUe JOPOrOCTOALNUX
npenaparos IIUTPC «off-label» saBnserca Hepo-
MYCTUMBIM, T.K. pACXOLOBaHWe OIOAKETHHIX
CpencTB mpoucxoaut Hes3hdeKTUBHO, a BHOBb
BbIABJIEHHLIE TALMEHTH C KypabenbHbIMU hopma-
Mu PC He monyyaloT CBOEBPeMEHHOTO JleYeHUA.
JTO NMO3BOJNAET CYUTATh MOTPEGHOCTb B AOCTYII-
HOW 3p(}eKTUBHOW WUHHOBALUOHHOW Tepamuu
[IIIPC kak Haubonee aKTyanbHYl B HACTOsllee
BpEMs.

B uccnenoBanumn oTpaxeHa BbiCOKasA 3HAYUMOCTb
dyukunornuposatua nentpos PC B permonax Po.

IToMMMO TMOATOTOBKU PErUCTPOB IALMEHTOB, Ha-
3HaueHua mpenaparos IIMUTC u compoBoXzaeHUA
6onbubix IIIIPC, cienynanucramu nextpos PC mpo-
n3BopuTca GopMuUpoBaHue 3aABOK Ha obecreve-
HUe naunenToB PC nekapcTBeHHBIMU Iperapara-
Mu. 0ueBUAHO, YTO Pa3BUTUE CIlELUANN3UPOBAH-
HbIX 1JeHTPOB AUArHOCTUKU U Tepanuun PC mo3so-
JIUT B 3HAYUTEJIbHOW Mepe IOBLICUTb KauyecTBO
Ha3HayeHUN U Pe3yNbTaTUBHOCTD JleueHUs manu-
eHToB ¢ PPC n IIITPC, 4TO MOBLICUT KAaYeCTBO XWU3-
HU nauuneHToB ¢ PC, yMeHbIIUT Ha3HaYeHWe LOPO-
rocrosmux npenaparos [IUTPC «off-labely, mon-
HUMeT 3G (EeKTUBHOCTb UCIIONb30BAHUA GIOIKET-
HBIX CPELCTB U COKPATUT «IUCTHL OXULAHUA» Te-
parmuu s 6onbHbix PC.

COCTOANOCH NEPBOE 3ACE[JAHUE
OBLLECTBEHHOIO COBETA NPU POC3APABHAZI30PE

B deBpane 2018 r. B Poc3ppaBHaa3ope npoLno nepsoe
3acepaHue 06wecTBeHHOro coBeta npu PefepansHoit
cnyx6e no Haa3opy B chepe 34paBoOXPaHeHMs.

B meponpusaTUM npuHanu yyactue pykosoautens Poc3g-
paBHag3opa Muxaun Mypaluko, 3aMecTuTenu pykoBoauTe-
ns Npuna Cepéruna n fmutpuii Masniokos, unexsl 06wect-
BEHHOTO COBET, a TaKXXe NPUINaLIeHHbIe TOCTU — 3aMeCTy-
Tenb gupektopa [lenaptameHTa [paButenscrea
Poccuiickoit Pepepauyumn no hopMupoBaHuto cuctemsl «0T-
KpbIToe npaBuTenbCTBO» Makcum Mpoxopos, AupekTop
AHanuTnyeckoro LeHTpa «Popym» AnekcaHap bparuH,
npepceaaresb KOMUCCUM N0 06LLECTBEHHOMY KOHTPOJTIO U
B3aMMOLENCTBMIO C 06LecTBeHHbIMU coBeTamu 06LecT-
BeHHOI nanarsl Poccuiickoit Pefepaumnun Bnagucnas Mpuo.
«Y Poc3ppaBHaa3opa nmeeTcs KONOCCaNbHbINA ONBIT MO pa-
60Te C 06LEeCTBEHHBIMU COBETAMM, Mbl OAHUMU U3 NEPBbIX
co3panu O6LLECTBEHHBI COBET MO 3ali1Te NPaB NaLueH-
TOB, KOTOPbIN YCNEWHO CylecTByeT yxe 6onee 10 net npu
Kaxzom TepputopuansHom oprave Cryxo6bi, - 3asBun, oT-
KpblBas 3acefaHue, Muxaun Mypauwko. — bnarogaps koH-
CTPYKTUBHOMY B3auUMOfEeiCTBUIO U 06MeHy nHdopmaLmeit
HaM yAaeTcs COBMECTHBIMU YCUAUAMK ONEPaTUBHO peluatb
npoGnembl, BO3HUKAIOLLME B PETMOHANbHBIX CUCTEMAX
3ApaBOOXPaHeHNA 1 BOCCTaHABNMBATL NPaBa rpaXpaH Ha
nosyyeHune CBOEBPEMEHHOW 1 [JOCTYNHOM MeANLIMHCKOM
nomouyu. Hagetoch, 4To HoBbIi 06LECTBEHHbI COBET 06b-
€[MHUT CBOU YCHAUA C VKe cyliecTBytowmum 06LecTBeH-
HbIM COBETOM MO 3alLuTe NpaB NaLMeHToB Npu Poc3ppas-
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HaA30pe 1 TaKe CTAaHET HAfEXHbIM MOMOLYHIKOM MPU Bbl-
NosHEHWM Halueii 0bLeil 3a4aum - 3aluTe Npas nalmeH-
TOBY.

Bnagucnas Mpu6 3aseun, uto aeatenbHocTb Poc3apaBHaa-
30pa Ype3BblyaiiHO BOCTPeOOBaHA 06LECTBOM, U 3TO NOf-
TBEPXK/AET CaMblil BbICOKUI KOHKYPC Cpeay KaHAMAATOB Ha
uneHcTBo B O6uecTBeHHOM coBeTe npu Cnyx6e.

B cBoto ouepenp, ApekTop AHanuTU4yeckoro LeHTpa «Po-
pym» npu MpasutenscTse Poccuitckoit Pepepauum Anek-
caHap bparuH oTMeTUn, YT rocyaapCcTBEHHbIE CTPYKTYPbI
TaKxe Bo3/araloT 6osiblune Hapexabl Ha paboty Poc3ppas-
Haa3opa 1 06LwecTBeHHOro coBeTa npu Poc3ppaBHaa3ope,
TaK KaK B paMKax pedopMbl KOHTPONbHO-HAA30PHON fies-
TeIbHOCTM rocyaapcTBy He06XoAnUMO HaiTu GanaHc, npu
KOTOpoM «6e30MacHOCTb NaLMEHTOB [OMKHA 0becneyn-
BaTbCs 63 Ype3BblyaHOro faBNeHNs Ha GU3HEC». «ITO
3a/ia4a He U3 NIerkux, U Mbl FOTOBbI PacCMaTpUBarh obble
NPeAnoXeHUs No ee PelleHunto OT 06LeCTBEHHbIX OpraHu-
3auui», - NOJYEPKHYN OH.

Mo 3aBepLueHnio NPUBETCTBEHHbIX peyei U npefcTaBaeHuns
uneHoB OC coctosnuch BbiGopkl npefcenatens 06LWecTBeH-
Horo coseTa npu Poc3gpaBHag3ope: Ha 3Ty JOKHOCTb
€[IMHOMacHo U36paH rasHblit Bpad PrbY «MHcTUTYT X1-
pypruv um. A.B. BuwHesckoro» Munsapasa Poccun ®epop
CeméHos. 3amectutensmu npeaceaarens 06wWecTBeHHOMO
COBeTa CTaju reHepanbHblil AupekTop Accoumalmm poc-
cuiickux hapmnponssoauteneit Buktop Jmutpues u pek-
Top ®rbOY BO «MBaHOBCKas rocyaapcTBeHHas MeguLnH-
ckas akapsemus» Munspgpasa Poccun EBrennit bop3os.

http://www.roszdravnadzor.ru




