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VBaxaembie Konneru!

TKPLITL BTOPOE JeCATWIETUE W3HAHUA HALIeTo XypHaJa MBIl pe-
LIWIM YPEe3BLIMANHO BAXHOW, Ha HAWI B3ITIAL, TEMOW: «3R0pOBELt
obpas MU3HW: OT MNafeHIecTea 40 CTapocTwy. [lefCTBUTENLHO,

LOCTVKEHWA COBPEMEHHOW MELUIIMHCKON HAayKU TOPOI CIIOCOBHET TBO-

PUTb Uy7Eca, HO TOILKO TPUBEPHEHHOCT Ye/I0BEKA K 31,0DOBOMY 06pasy

HU3HU W CO3HATENLHOE OTHONIEHWE K COBCTBEHHOMY 3L0POBLIO — BM3n-

YeCKOMY, TICUXONOTUMECKOMY, TUTUeHe TPYAA M OTABIXA, 340POBOMY CHY W

37,0POBOMY TIUTAHWIO — CO3NANYT YCI0BUA A7 TIONHOLEHHOM W CHaCTIu-

BOW N3HK.

Cospemertbiii 103yHT BO3 «300poBbe B LNAX YCTOMIUBOTO PA3BUTHAY

TIOTIOMEH B OCHOBY (POPMUPOBAHUA FOCYLAPCTBEHHOM TIONUTUKW obec-

TIEYEHWA 300POBLA HALMMU HONBIIMHCTEA PA3BUTLIX CTpat Mupa. Hosas

nioBecTka arA BO3 BrmouatoT 17 Leneit 8 0671aCTH YCTOMMBOTO PazBu-

TWSL W TPEOCTABNAET COOOM LIMPOKUA IVaNa30H SKOHOMUYECKWX, COLU-

ANLHLIX U IKONOTVMECKUX HATTPABNEHWIA. BayHO, YTO HaYabHLIM 371e-

MEHTOM /1 PELIEHWA ITUX 3afiad ABAAETCA 0becTieueHme 300pOBbA Ipa-

#pax moboro Bo3pacra. Poccuiickan denepanmna pasnenaer TONUTUKY

BO3 B ronHoit Mepe.

Bepyian pons B mpouecce GopMUpoBaHMA IPUBEPKEHHOCTY K 31,0PO-

BOMY 00pA3y MU3HU Y TPt PUHANIENUT MERULIMHCKOMY coobiie-

crey. KoHCynsTMpoBaHe MalveHTos 1o TOMY WM UHoMY acriekTy 30X

DOJLHHO CTaTh 0BA3AHHOCTLIO KUHZOTO Bpayua, He TOBOPA YIKE O TOM, UTO

KEKOLIA MELVIIMHCKII PROOTHUK JOMKEH OTBETCTBEHHO OTHOCUTBCA K

CBOEMY 3[,0POBLI0 W ClenoBaTs mpuHimam 30XK.

B exeroprom nocnadun Pepepansiomy cobparvio 1 Mapra 2018 T

IIpesupert Poccuu Bnagmmup [lytvis yoenwn ocoboe BHUMAHWE TeMe

3ppaBooxpanerua. «I1o3uumv rocyfapeTsa B COBPEMEHHOM MUpe OIl-

PENeNAT He TOMLKO U He CTOMLKO IPUPONHLIE PECYPCLL, ITPOU3BOACT-

BEHHLIE MOLIHOCTY, & ITPEXIE BCETO JIOMW, YCI0BUA [i7lA PA3BUTUA, Ca-

MOpeanu3alnu, TBOpIecTBa KKEOoro Yenoseka. [IoaTomMy B ocHoBe

BCEro nexuT chepexenme Hapopa Poccuy, 300poBse W Haarononyyme

HallMX TpaxpaH. MIMeHHo 30ech HaM HYIKHO COBEPLINTD PENIMTENLHEI

TPOpHIE. .. [Ins 370ro Beew Poccyn pencTouT cuenars Honbuion war B

CBOEM PasBUTUM, UTOOLI KAUECTBEHHO U3MEHWIACh HWU3Hb HAWKIOTO de-

noBeKay, — 3aABwn [Ipe3upeHT.

U061t ROGUTHLCA TTOCTABEHHOW 3371auK, ClenyeT 0ObeNUHUTb YCUIMA

MEIULIMHCKWMK W COLMANBHBIX PaboTHWKOB, paboTonaTeneil 1 opraiusa-

TOPOB 31PaBOOXPAHEHWA U, KOHEUHO M€, CAMWX TPaaH, KOTOpLIe Tovi-

MYT, 4TO 300POBLIA 06pa3 MU3HU — He QOPMaILHLIN JI03YHT, & Harozn-

HEHHas KORKPETHLIM CONEPHAHUEM NIapaiurMa, CriocobHan N3MEHUTL

WU3Hb YENIOBEKA K TYILIEMY.

C ysamenuem, M.A. Mypawro, enasHslil
pedakmop xypHana, pykosodumens Pedepansroil
A
‘ cny#6el no Had3opy 8 cepe 30paBoOXPaHeHUS
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PumMckas MpamMopHaa
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Mupoxa.

«[Iuckobony» — ca-
MBI 3HAMEHUTHIN
obpasey gpesHe-
TPeYecKOro UCKyC-
CTBa, n30bpaxalo-
LW 1OHOLIY-aT/e-
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A Discobolus in the
National Roman
Museum in Palazzo

Massimo alle Terme.

The Discobolus of
Myron is a Greek
sculpture. The
original Greek
bronze is lost but
the work is known
through numerous
Roman copies.

His pose is said to
be unnatural to a
human, and today
considered a
rather inefficient
way to throw the
discus. Also there
is very little emo-
tion shown in the
discus thrower's
face, and "toa
modern eye, it
may seem that
Myron's desire for
perfection has
made him sup-
press too rigorous-
ly the sense of
strain in the indi-
vidual muscles.
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COUMONOTUYECKMI OMPOC

(eccop Kadhesps! Hespo
BKTOp.

TUH 1 HeApOXMPYpPrin

aHUN

il
0-nporpeccupyiowmnm
IM CKNnepo3om)

AeHTCKumMmu HKO

Npoca HeBPOJIOroB 1 NaLMEHTOB

Hmovesvie cnosa: nepsuvto-npozpeccupyoULl paccesHHbill CXAEPO3, NAYUEHMCKAA Op2aHUIAULS, aHKEMUPOBAKUE, Ka4ecmeo )uaku nayuexma c JIIPC

Viasov Y.V., Churakov M.V., Gromova I.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
All-Russian public organization of disabled people - patients with multiple selerosis (000I-BRS)
such medico-sociological research.

participated in the poll. The research project has been carried out by the

. It is the Russian Federation’s first experience of carrying out

Keywords: primarily - progressive disseminated sclerosis, the patient organization, questioning, quality of life of the patient with primarily - progressive dis-

seminated sclerosis

B cratbe npejcTaBneHbl 0CHOBHbIE pe3ynkTaThl COLUONOrMUYE-
CHOTO MCCNe/0BaHUA, NPOBEAEHHOTO C LeNbi U3YYeHUA YPOBHA
YAOBNETBOPEHHOCTH TEKYIWEN Tepanueil, NCNoNb3yemoil npu
NevyeHnn NaUUEHTOR C NEePBUYHO-NPOrPECCUPYIOLIMM PaCcCeAH-
HbIM CKNepo3oM. B onpoce npuuanu yyacrue 418 naymeHros

C YCTAHOBAEHHLIM [MAarHO30M NEPBUYHO-TIPOTPECCUPYIOLLMIL
paccesHHbIi cknepos u 80 HEBPONOroB, CNeLNanu3upyLUXCH
B o6nactu paHHoro 3aboneeanua. Uccnepgosarensckuii npoeKT
Ob1n ocyuiecTBnen 06wepoccuitckoi obLecTBeHHOMN opraHusa-
LMei MHBANNAOB — 60NIbHBIX PACCEAHHBIM CKnepo3om
(000U-BPC). 370 nepeblii 8 PP onbIT npoBeseHus

nofo6HOro MeAUKO-COLMONOTUYECKOrO UCCNEA0BAHMUA.

1 IB0Y BNO «Camapcknit OnucaHue MEeTOAMKM UccnenoBaHuA

FOCYA3pPCTEEHHBIA
MEAHUMHCKHA YHUBEPCHTETS,

4 Hccneposarenbckuit IIPOEXT Ha TeMy «Counans-
sams99@inbox.ru

HO-3KOHOMMYECKOE WCCNef0BaHUE PaLUOHANb-
HOro MPUMEHEHWA Tepaluu MepBUMHO-TIporpec-
CUPYIOILETO PACCEAHHOrO CKAEP03a» peannioba-
Ho O6mepoccuickon oBLeCTBEHHO! OpraHusa-
uMelt MHBANUAOB — GONLHHIX PACCEAHHLIM CKe-
posom (000M-BPC) mpu monnepmxe Poceuiickoro
KOMWUTETA UCCNep0BaTeNe PacCeAHHOT0 CKNepo-
3a (POKHMPC) w [leHTpa ryMadUTapPHHX TEXHONO-
Wit n uceneposaiui «Conmansian MexaHuwa».
Hccneposanue counanskoro craryca BONbHBIX C
NMePBUYHO-TIPOTPECCUPYIOWUM PaCcCeaHHbIM
cknepozoM 8 PP nposopurca snepssie,
OCHOBHBIMM 11€NAMU IPOBOANMOTO UCCTEL0BAHUA
CTann BU3yanusayuua npoduis MalUeHTa ¢ mep-
BUYHO-TIPOTPECCUPYIOMUM PACCEAHHBIM CKNEepo-
3om (IIIPC), aHaNW3 YpOBHA YAOBNETBOPEHHOCTU
TEKYIleW Tepanvew y CIeLUanucTos W Manues-
TOB, a TAKE BHIABAEHUE 0OBEMA MaTEpPUANLHLIX
3aTPaT NpU NeYeHWU 1 peabunuranuu 60NbHHX ¢
[IIpc.

72 | Bectnuk Poc3gpasnapsopa Ni1,2018

% lentp «CoumansHan
Mexanuka», socmech@mail.ru

3 llentp «Coumanshan
Mexanuka»,
socmech@mail.ru

OcxosHbLIM MeTonoM c60opa NaHHBIX B UCCAEL0BA-
HWM ABAANOCE NUMHOe uHTepBbio (face-to-face).
Ompawvsanuces ABE XaTeropum PeCHOHEHTOR:

® MALUEHTHI C YCTAHOBAEGHHLIM AMATHO30M

QIIPC;

® HEBPOJOI'W, CIIENUANUIUDPYIOIUECA B 06nacTu
IITIPC.

Omnpoc mposoaunca Ha Teppuropun 18 cy6LexTos
P®. Bcero 6mno ompowmero 418 manueHTOR C
IINTPC v 80 Bpaveii-HeBPONOIOB, CHNELMANUIUDY-
tomuxca B nevenuu IITIPC, CHop nadopmanmnu n
aHanu3 MONYYEeHHHX JaHHLIX 0CYWECTBAANNCD B
nepuop ¢ 1 uioHA mo 20 Hoabpsa 2017 r.

OT6op PECOHAEHTOB OCYWECTBIANCA IO lene-
BOW BLIOODKE: OMpalUBanuUChL BCE MaliMeHTH
c IITIIPC, mpoxuBalomue B pernoHax, BOLWEJLIUX
B BHIGODKY, M AaBLIME COTNACUE Ha YIACTUE B MC-
cnepnosanuu. IlpumeHenue takoro merona orho-
pa 06YCN0BNEHO OTCYTCTBUEM TIONHLIX A0CTOBEp-
HbIX HOAHHLIX 0 KonwuyecTee OGonpHmix IIIIPC
B cTpare. OpHako o6beM BHIBOPOUHO| COBOKYIL-
HOCTY (418 mayuerTos ¢ [ITIPC) no3sonaeT roso-
PUTh 06 06OCHOBAHHOCTH MONYYEHHHX PEIYib-
TATOB, MMOCKONLKY B IPAaKTUKE COLMONOTMYECKUX
WCCNEAOBAHUY B Halet CTpaHe W B MUpe 10 Cux
nop He 6B0 CTONL MACWTABHOTO U3YYEHUA faH-
HOW KaTeropuu MauueHTos.

OcHoBHBIe pes3ynbrarbl UCCNefoBaHUA

Coyuanvusill npoguns

nayuenma c HIIPC

IIo paHuBIM wWccnepoBawus, wame Bcero IIIIPC
BCTPEYAETCA B CPefHed, 3KOHOMWUMEeCKW aKTUB-
HOV BO3PacTHOM rpymme ot 36 4o 55 ner (puc. 1).
[launenT ¢ naHHLIM 3a60neBAMMEM UMEET BLICO-
KU o6pa3oBarensHLI CTaryc, 6onbwoR TPyAO-
BOW CTaX M MpO(ecCcUOHanbHLIN OIEIT Keanudu-
LMpOBaHHOro crienuanucra. OH ABnAeTCA cemeil-
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HHIM 4el0BEKOM, BOCIIUTHIBAIOMUM ONHOTO WU
IBYX OeTew.

[loutn 90% nanuentos c TIIPC uMel0T MHBANUI-
HOCTL, TPUYEM 7ABE TPeTM — Hepabouwe rpymnmst
(puc. 2).

Kaw mokasano wccneposauue, mopasnsiowee
BONBIIVHCTEC ONMPOLIEHHHX B HACTOALEE BDEMA
He paboraer (78,7%). U3 uux 76,7% OCHOBHO
TMPUYUHON TeKylled He3aHATOCTU HAa3BanW OT-
CYTCTBME BO3MOMHOCTW padoTaTb B CBA3W C CO-
CTOAHWEM 370POBbA.

OcobernHocmu nevenus

U peabunumayuu nayueHmos

¢ IIIIPC: ouenna mexyweii mepanuu

Ilo panHEIM Onpoca, 6onesnb AMATHOCTUPYETCA
TIAUMEHTOB Z0CTATOMHO bricTpo: 40,4% ompo-
UWIEHHBIX OTMETUAW, YTo Auarxos IIIIPC um 6win
TIOCTaBJIEH B TEYEHMWe MecAla mocie obpamenus
K BpayaM CIelWanu3upOBaHHLIX DPEeTUOHANbHEX
UEHTPOB DacCeAHHOro cKneposa (uexTpst PC)
(mabn. 1).

Ilocne puarHocTupoBanua 3afoneBaHMA MOfAE-
nAmee GONbUMHCTEO MALUEHTOB (82,1%) pery-
NAPHO HABMORAGTCA B MONWKIMHUKAX IO MECTY
Murenscrea. 0pHAKO, HECMOTPA Ha THAMECTS 3a60-
7leBaHuUA, JacTb nauuexTos c [IIIPC ve o6pamaer-
€Al 332 MEAULMHCKOW MOMOWBID B MERULUHCKME
yupemzpenua, n1mbo 1enawT 3To He 0YEHb YaCTO:
10,8% ompoweHHLIX 3a MOCNEAHWR rog Hu pasy
He [oceman HeBposora B IOAUKANHNKE B CBA3U
co cBoum 3abonesanuem, 38,0% Hu pasy He obpa-
manuck K TePanesTy 3a npoureguivii rop. Ocxos-
HHlE€ MPUMMHBL HU3KUI YPOBEHb AOCTYIHOCTU
MEAWMIMHCKON IIOMOWKM Ha aMOYNaTOPHOM YPOBHE
W HeBepue B 3 HEeKTUBHOCTL NeYeHUs.

Ilo panHEIM Wccneposanua, 80,1% OMPOUIEHHBIX
nauuentoB c IIIIPC HabnwpaioTca mo TMOBORY
CBOEro 3abonesaHus B CHELUANUINDOBAHHHEX
DErVOHaNBHLIX LEHTPAX PAaCcCeAHHOrO CKAepo3a.
YyTh Gonee TPETW YIACTHUKOB WCCNENOBAHUA
3aABUNM, UTO NPOXOAAT KYPC CTAUMOHAPHOTO Ne-
4eHuA B nentpe PC He wame opHxoro pasa B rop
(ma6n. 2).

B xope uccnenosanus Bpavam-Hesponoram 6uino
TMPEANoKEHO MPOPAHKUPOBATL ITO CTEIIEHW 3Ha-
YUMOCTU (OT 1 — camble BAXKHLIE, B0 5 — HauMeHee
BaXHbie) MPOBNEMbl, C KOTODHIMW OHU CTANKWUBA-
10TCA ITPU BeAeHun nauuexTos ¢ [ITPC. B HacToa-
ljee BpeMA Hanboee akTyansHoi mpobneMon se-
nAercs OTCyTCcTBUE 3(bdekTMBHON Tepamuu
IIATPC pna rakux mauuentos (puc. 3). Yy me-
HEe 3HaYUMBIM, HO TaKMe BaMHLIM, CTAN0 OTCYT-
CTBUE KAUHWYECKUX pexomerpauui IIIIPC u npo-
6nema mo3gHed AMArHOCTUKU 3aboneBanus Ha
YPOBHE MEPBUYHOrO 3BEHA.

B paMKax NpOBOAMMOrO WCCNEROBaHMA W3y4a-
7ach MEAMKAMEHTO3HAA COCTABAANLAA TEPAUU
IIMIPC. Ilo paHHbIM ompoca, Haubosee JacTo Ha-
3HaYaeMbIMU W [PUHUMAEMBIMW TalueHTaMu C
IIIIPC mpenaparamMu Ha CErOAHAWHUMA JeHb ABNA-
0TCA METUANIPEAXN3ON0H U uHTepbepon b-1b.
[lopaenAowee GONLIIMHCTBO ONPOLIEHKHIX Bpa-
Yei-HEeBPOIOr0B OUEHUBAWT MOTPeBHOCTL B 6O-

Tabnuua 1. Cpoku auarHocTuposanua NMPC ¥ nauueHToB uexrpos PC

CkonbKo BpemMeHH Npowno

€ MOMeHTa 06palenns K Bpayam Kon-Bo, uen.
ueHTpa PC no nocraHosku

Auarxosa NNPC?

Menee yem yepes mecay 169
Yepes HeckonbKo MecsALes 93
Yepes rog 51
Yepes 2-3 roga 32
Yepe3 4-6 ner 22
Yepes 7-10 ner

Yepes 11 « Gonee net

Dpyroe 2
3aTpyAHAIOCH OTBETUTL 26
Otka3 o7 oTBeTa 13
Bcero 418

nee 3PEKTUBHBIX NeKapCTBEHHLIX Mperaparax
ANR neveHuA nanuertos c IIIPC kak xpaiixe Bhi-
COKYI0 U BLICOKYW (puc. 4). Ho oHv BUAAT  cno-
HHOCTYW, KOTOPLIE MOTYT BOSHUKHYTh ITPWU TOAB-
JIeHWUW TaKoro Mpernapara, CBA3AHHbIE C OTCYTCT-
BUEM ero B QesepanbHoOM Iepeyute «7 BHICOKO3a-
TPaTHLIX HO30/10TUI», B QenepanbHuX KIUHWYe-
CKUX PEKOMEHZAUMAX U B NIEPEYHE HUIHEHHO He-

Pucyxok 1. Bospacr naumestos c MMPC

20-25 ner . 1,4

26-35 ner

1 s

30350 RN RETRER 77

R e I
PR ;.

56-65 ner
Crapwe65ner [l 1,2

Hevorsera [ 3.1

Pucynok 2. Mpynnel uHBanMaHoCTYH y nauuenTos ¢ MNPC

Tperea (i) | 20,3

fona, %

40,4
22,2
12,2
7.7
5,3
1,9
0.5
0,5
6,2
31
100,0

Bropan () we pabovan | 30,

Bropan (/) pabouasn |G 10,1

Mepea (1) ¢ npasom wa... [l 1,3

epoan (1) we padovan N 15,

BeccpouHoc npasom Ha... [N 2,9

\
Beccpouna Ges npaca wa... [N 12,3
Hevoreera [ 2.5
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Ta6nuua 2. YactoTa rocnutanu3aunin nayuentos c MAPC B yeutp PC

Kak yacTo Bbl npoxoguTe Kypc

CTauMOHapHOro ne4eHun Kon-Bo, 4yen. Ronga, %
8 yeHTpe PC no nosopy

Bawero 3abonesanun?

OpuH pas B Mecay 3 0,9
OpuH pas B kBaptan 18 5.2
[lza-Tpu pasa 8 rog 59 171
OpmH paz B rog 113 32,8
OpuH pas B fea — TpY roga 49 14,2
Pexe 66 191
Het cTauunoHapa 15 43
[ipyroe 1 0,3
Het oTBeTa 21 6,1
Beero 345 100,0

Pucynok 3. 3HayumocTts npobnem
8 BeaeHuu nayuentos ¢ MNPC (mHeHue spayeit)

Orcyvcrane adderrusHoi Tepanum MATPC - 1,6
OTCYTCTBME KNMHMYECKMK PEKOMEHAAL M 28
nnec '
NO3AHAR AUATHOCTMKA Ha YPOBHE 38
MePEMYHOrO 38eHa ¥
To3AHAR ANArHoCcTHKa Ha ypoBHe
cneu"an“E“PDBaHHOﬁ Heponornuecunﬁ — 3'5
nomotumu
OTCYTCTBAE BOIMOMHOCTH BBINOAHNTL 38
MPT cnuHHOro moara/ronosHora mosra !

PucyHok 4. Ouerka noTpeGHocTy & Gonee 3hdeKTUBHBIX
NEeKapCTBEHHbIX Npenaparax Ans nevyeHua nayueHtos ¢ MNNPC

Boicokan 43,8

KpaiHe BbiCOKan

CpeaHAan - 5.0

3aTPYAHAIOCD OTBETUTD l 25

43,8

00XOAUMBEIX U BAXHEWIIUX NeKapCTBeHHHX Tpe-
naparos (HHBIIII).

[Io panxeim wccnenosauus, Gonee 35% mauuen-
TOB MPUHUMAKT 160 NPUHUMANN paHee NOPOro-
CTOoAmMy Tepamnuio, B T.4. «off-label», To ecrs
Mpenaparsl, He Aoka3asmmne 3QpQerTUBHOCTYU U He
3aperucTpUpoOBaHKbBe IPW IEePBUIHO-TIPOrpec-
CUPYIOLEM PAcCeAHHOM CKnepose (maba. 3, 4).
BmecTe ¢ TeM GONLUIMHCTEO OMPONIEHHBIX Malu-
exros c IITIPC He oyeHb BLICOKO OLEHWBAWT 3h-
(exTUBHOCTL MPOBOAUMON B HACTOALLEE BPEMA
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Tepalium B CBA3W C uX 3abonesanuem: 18,4% oue-
HUBAWOT ee Kak cocem HeadhdexrTusryo, 39,0% —
KaK HepocraToyHo sbdexTusnyio (puc. 5).
Bpauwn eme Bonee KPUTUYHLL B CBOUX OLEHKAaX:
87,5% creuuManuncTos OLIeHWIW ee Kak He 3ddex-
TUBHYI B TOW UNU HOW cTemexw (puc. 6).

Kavecmeo xu3nu nayuenmos ¢ IIIIPC

B nenom ana onpouleHHEIX XapaKTepHa LoBOALHO
MeCCUMUCTUYHAA CAMOOLEHKAa W3MEHeHWA cob-
CTBEHHOTO COCTOAHMA 33 MOCNEAHWI rop (puc.
7). YXypuenue cocTOAHUA COBCTBEHHOTO 370pPO-
BbA OTMeuaeT Gonee MONOBUHLL OMPOLIEHHKHK —
55,2%. TIpOTUBOMCNONKHOE MHEHWEe (340pOBbE
YAYYWIUAOCH) BHICKa3anu numb 10,5% pecrou-
NEeKTOB.

OpnHaxo, HeCMOTPA Ha HU3KYI0 OLEHKY CBOero gmn-
3UYECKOTO COCTOAHWA W BO3MOMHOCTEW CBOEro
3A0POBLA, ONMPONIEHHLIE NPOJEMOHCTPUPOBANU
OCTOPOMHLIA ONTUMWM3M B CaMOOLEHKE CBOETO
IMICUX0-IMOLIMOHANLHOTO COCTORHWA,
Hawbonburyio moMowus B COXpaseHun Mo3uTUBHO-
ro HacTpoa y Gonbuux c IIIIPC okaswiBaeT mop-
IEePHKE W IOHUMAHWE CO CTOPOHLL POACTBEHHMU-
KOB, Y€HOB CeMbW. DONBUIMHCTBO ONPOLIEHHHIX
OLEHWBANWT CBOWU B3aWMOOTHOLIEHUA B CEMbe [0-
BONLHO MO3UTWUBHO: 59,6% DeCIOHAEHTOB OTME-
TWIW, YTO YNeHbl CEMEN CTapalnTca 06neruynTs ux
COCTOAHWE, IIOMOYL, eule 29,4% cKa3anu 0 COMYB-
CTBEHHOM OTHOLIEHUMU ¥ cebe (puc. 8).
OcHOBHBIMU TPYLHOCTAMMW, C KOTOPHIMU CTANKM-
BAKOTCA ONMPOMIEHHbIE B CBOEW CEMEWUHOW MU3HMW,
ABNAITCA:

¢ 3aTPYOHEHUA B BLIIOAHEHNW

AoMaurHux obazanHocTeH;

® TDYAHOCTU MaTePUANbHOTO XapaKTepa;

e HAPYLIEHUA B UHTUMHOW MU3HW.

44,0% OIPOMIEHHEX 3aABUAU, UYTO UM HEe06X0auM
TMOCTOAHHEN TOMOWHUK, YTOOGH OCYLECTEBNAThL
TMOBCEAHEBHYI0 NEATENbHOCTL. Yame BCero paH-
HY10 QYHKUWIO BLHITONHAST LPYTOW UNEH CEMBU,
YTO MPUBOAUT K AOMOJHUTEALHEIM HAaIpy3KaMm Ha
ceMenHLIt BI0IKeT, IOCKONbKY BAU3KUM TIPUX0-
AUTCA OCTaBnAT: paboTy Ha BpeMA yxoma 3a
HONBLHBIM.

MarepuanbHoe NMONOXKEHWE NOAABAAWErD 6ONb-
unHcerea cemen nmanuerTos c [IIIPC yxynwaerca,
Muorue BHIHYX/JEHB HECTU [OMONHUTENbHbIE
pacxonl Ha nlevyerue onbHOTro. Yame Beero yua-
CTHWKMU MCCNeA0BAHUA OT1aYUBAIOT:

o TiprobpeTenne nexapcTs (85,4%);

® TIOE3[KWU Ha KOHCYNbTauuu k Bpavam (37,8%);
e ycnyru maccamucra (19,6%).

[lo panmeIM MCCNenoOBaHWA, B CDEAHEM OfHa ce-
MbA TPATUT Ha NevyeHue U peabunuraunio 60nb-
HOTO [I0TIOIHNTeNnbHO 5 046 py6. B mecauw,.

Ouenxa Kauecmaa MedUYUHCKOL

nomouu nayuexmam c IIITPC 8 pezuoHax

B xoze uccnenoBalua ONMpauIuBaeMbIM Bpadyam-
HEBPOJOraMm OLN0 MPennoKeHo OLeHWUTh Kave-
CTBO OKa3aHWA MeAULWHCKOW TTOMOWM ManneH-
Tam c IIIIPC 8 TOM pervoxe, rae OHU MPOKUBAIOT
W paboraioT. Onenka pasanacs no 10-Tv Gannb-
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HOW mKane oT 1 — OYeHb HWIKOE KadecTso Ao
10 — oyeHb BHICOKOE KauecTBO.

OmpoumenHsie crienuanucTsl Jann He OYEHb Bh-
COKYI0 OLEHKY KauecTBY MeAULUHCKOW TIOMOIIK,
okasniBaeMoi manuenTam c [IITPC B ux peruonax.
B nenom kavecTBO OKa3saHWA MEAWLMHCKOW ITO-
momn mauunerTam c IIIPC 6uno ouenewno B 5,2
6anna. Hanbonburme 6anner nanu cBOUM peruo-
HaMm Bpauu Pecny6nuku Taraperan, TioMeHCKoOi »
YnbanoBcKon obnacTen, camsle HU3KUE — HeBPO-
norn Yenaburcron w fApocnasckoit o6nacreit
(puc. 9).

Camaa MHOTOMUCIEHHAA IPYNNa ONMPOUIEHHBIX
HEBPONOTOB (37,5%) CUUTAET, YTO KAYECTBO Me-
OUUVHCKOW moMomu nanuenrtam c IIIPC, okaswu-
BAEMOt B UX PETNOHE, TAKOE XKE, KAK U B CTPaHe B
nenom (puc. 10).

Konuyectso Tex, xTo cyuraer, 4to cuTyauua y
HUX B PETMOKHE B TOW WU UHOW Mepe (3HAUUTeNL-
HO, HEMHOT'0) Ny4lle, YeM B CTPAHE B Le/10M, TI0Y-
TW B iBa pasa Gonblre, YeM TeX, KTO Jal HeraTus-
HY10 OLIEHKY CBOEMY DETUOHY.

Te Bpaun, KTO Aasan Gonee BLICOKYIO OLEHKY Ka-
YEeCTBY PErMOHAaNbHOW CUCTEML OKa3aHWs IoMo-
i ranuerTtam c [IIIPC, cunraor B8 mogasnsiomem
BONLUIMKCTBE, YTO ITOMY CTIOCOBCTBYET MYHKLM-
OHWPOBaHUE B PErvuoHe CNEelLUaNU3UPOBaHHOIO
yexrpa PC. Eme oproit 3HaYUMO| IpUYNKONA BLI-
COKOTO HAYeCTBa NOMOWM, 0Ka3biBaeMOW U3yyae-
MO KaTeropuu MaluMeHTOB B DETUOHE, ABJIAETCA,
Mo MHEHW 27,3% ONPONIEHHBIX CIIELWANWUCTOR,
HanW4Yue pervoHanbHLIX IPOTPaMM TOMOWU Ta-
KUM GONLHBIM,

Huskne onewuu 6smm CBA3AHLL C OTCYTCTBUEM
crennanusuposanyoro uenrpa PC. Tak, no mue-
HWi0 13,8% pecrioHeHTOB, KOTOPLIE OLEHUNN Ka-
YeCTBO DPErMOHaNbHOW MOMOUW IalueHTaMm C
[ITIPC uwike, 4eM B CPeAHEM MO CTPaHe, TakKaa Cu-
Tyauus Br3BaHa OTCYTCTBMEM B DETMOHE LeHTpa
PC nu60 oTCYTCTBUEM CIIELNANUZUPOBAHHLIX OT-
nienexwit B 601bHUIIAX PETUOHA.

[lo pamubM WCCNenoBANUA, B HACTOAWLEE BPEMA
MAUMEHTLl OCTPEE BCEro OWYLAT NoTpebHOCThL
B [OCTYIIHON 3D HEKTUBHON WHHOBALUOHHON! Te-
paruu [IIIPC (maba. 5).

PucyHok 6. OueHka Bpayamu 3hdertuaHocTu
TEpanuuW, npoBoguMoi naurentam c MMPC

Hepocratouno
spderTBHa
70,0%

Bnonue

3arpy,qnmocu/

Ta6nuua 3. Npenaparel, npuHUMaemsie naumentamu ¢ NMPC B HacToAwWwee BpeMA

Kakue npenaparsi Bbl nonyyaere

no npodunio Bawero
3abonesaHua?

WutephepoH 6-16
WHrepdepor 6-1a
[natwpamepa auetar
TeputayHomug

Haranuaymab

DuHronumog
[lumetuntymapar
MeTunnpepxusonon

(np. rioKoKOpTMKOCTEPOUAYI)
MernnupoeanHblil HHTEPDEPOH
MuTokcaHTpoH

Apyroe

He nony4an

Het oteera

Kon-so,

39
28
10

o = W

50
57
196

uen, Llons, %

9.3
6,7
24
0,7
1,0
02
0,0

10,5
0.2
1,2

12,0

13,6

46,9

Pucynor 5. Ouenka nawymnexramu 3hdEKTUBHOCTY NPOBOSUMON MM Tepanuu

Bnonne

Hetoreera
4,3%

PucyHok 7. CamooueHka

Hepocrarouno

QTBETUTL
15,8%

appexrTuBHa

CoBcem e

3aTpygHaioch

COCTOAHMA 3A0POBLA nayneHTos ¢ NMNPC

Hemuoro nyuwe
7.9%

Fopaspo nywwe,
2,6%

OrtKas ov oTgeTa

Tepanuio He Coscem He 1,0%
aroeTrs HazHaualo adpexTuaHa
7:5% 3,8% 17,5%

3aTPYAHAIOCL
0TBETHTL

HemHoro xyme
28,9%

Fopazao xyme
26,3%
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COLMONOTUYECKUI 0NPOC

Tabnuua 4. Mpenaparbl, npuHMMaemeie naunenTtamu ¢ NNPC paxee

Kakue npenaparsi Bbi

PucyHok 8. OTHoweHWe uneHos
cembi K BonesHu nauuenTos c MNMNPC

Balwe HeaomOraHue WX pazapamaer I 2,2
PasHoaywHo . 36
€ocTonHHe, Nomodb Bam '
Muaue I 1.0
3aTpYAHAIOCH OTBRTHTL ILZ

Herorgera . 31

Kax BupHO n3 Tabnnubl, 3HaYMMBIMW ANR ONPOLIEHHLIX ABIA-
10TCA B T.4. MaTepuanbHuie npobnemsl. Mccneposanue moxa-
3a710, YTO ceMeiHbe 610)KeTH MHOTUX MTALMEHTOB NOCAE To-
ctaHoBKU AunarHosa I[IIIPC HauuHawT HECTW OMOLHUTENb-
HYW Harpys3Ky, CBA3aHHYI0 C HE0BX0AUMOCTHIO TIOKYITKU Ne-
KapcTe, omnarsl paboTe MaccawucTos u ap. Kpome Torg,
MHOTME MAaLUEHTH BHHYMXJEHL 0CTaBUTb pabory. lostomy
fonee MONOBUHE YYACTHUKOB UCCNEN0BAHUA OTMETUAM, YTO
OHW HYXAAWTCA B MarepuanbHOW MOAAepKKe (#eHemHbe

nonyuanu paHee Hon-Bo, yen. Lonsa, %
no npodunio Bawero

3abonesanun?

WurepdepoH 6-16 64 15,3
Wnrepdepon 6-1a 44 10,5
[hatupamepa auertar 42 10,0
TepudnyHomug 3 0,7
Haranusymat 6 14
OuHronumon 2 0,5
dumetnngymapar 0 0,0
MeTuanpegHuU3onoH

(Ap. rIOKOKOPTUKOCTEPOUALI) 93 22,2
MerunupoBaHHbiit uHTEpdEpOH 1 0.2
MuTokcaxTpoH 16 38
Qpyroe 29 6,9
He nony4an 58 13,9 BEHITLIATH).
Het oTBeTa 135 32,3

Tabnuua 5. Am-yui.nblg notpe6HocTH nauventos ¢ NAPC

Kak Bbl cuMTaETE, B UeM, NPEXAE BCEro, HYMAIOTCA
60nbHbIE paccesHHbIM CKNEpo3oM?

AxTyanbHOM ABNAETCA OTPEBHOCTL B YNYIIIEHUN MeONINH-
CKOTO 06CIYHUBAHUA W TONYYEHUY BECINATHBIX NeKADCTB.

Hons, & %

Pa3Horo poaa neHexrble Bbinnatel (nocobns, NEHCUM, KoMNEHCALNH)
BHumanue, 3a60Ta CO CTOPOHE! OKPYKAIOWNX

HocryntocTb adderTHBHON UHHOBALWOHHOM Tepanuu MNPC

BO3MOMHOCTb OWYLWATL Ce6a NOAHONPABHbIM YneHoM oBwecTsa

BeiToBoe obcnyxuBaHne Ha LoMy

Cneumanshan GesbapbepHas cpeaa, NpUCNOcoBA_HHAR K HYXAAM UHBANVACE
CneupnanbHan TexHuKa, YCTpoiicTBa U npucnocobneHus, noseonakime ceoBoaHo
nepeMewarses, nonyYaTh HyKHYIo MHbopmayuio, obuarses

KoHcynetauuu cneuyranucTos no NpaBoBbIM 4 MEAULMHCKMM BONPOCAM
omouwb B TPYAOYCTPOAHCTBE, Nnepeobyyennn, nonyyeHun obpazosanns.
Nomoub B OPraH¥3auun A0CYra, BOIMOXKHOCTL YYACTBOBATL B KOHLEPTAX,
CNOPTUBHBIX MEPONPUATUAX, KYNBTYPHOW KU3HU 0BnacTy

YnyyweHue MeAULMHCKOTe 06CYMUBHUA

YnyulleHue MUANWHLIX YCIOBHA

PeMOHT 1unbaA

becnnatHbie nexapcrea

Dpyroe

3aTpymHAICE OTBETUTL

Het oTBeTa
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6,2
44,5
T4
33
45,0
1,2
2,2
43
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PUCyHOK 9. PernoHanbsHble OLEHKW KAYecTBa MEnUUMHCKOM nomowu naumkenram c MNMNPC

Pecny6nua Tarapcran [ o 0
Tiomencxan obracr [ 5
Ynbaosckan obnacts [ 7
SRR .0
R R 5,
RSN 5.0
RS 5 0
R R .0
| o 5
[F S, o s S
(s L
I 0
SRS 1.0
R 5
R - >
[

Camapckan obnacrb
Bonrorpaackaa obnacts
KpacHospckan obnacrb
Pocrosckan obnacte
Capatosckan o6nactb
BopoHesckan obnacrb
Omckan obnactb
KpacHopapckas o6nactb
Hukeropogckana obnactb
OpeHb6yprckan obnactb
Antaiickui kpai
YenabuHckan obnacrb

Apocnasckas obnacrtb

PucyHok 10. CpasHeHMe KauecTsa MeANLIMHCKON nomowm naumenTam ¢ NMPC & PEFWOHE W B CTPaHE B Lenom
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OmpowexHkie Bpauu Yallle BCEro TAKKE yKa3biBa-
10T Ha HEOOXOAMMOCTb AOCTYIHOM 3GPeKTUBHOM
UHHOBAUWOHHOW Tepamuu IIIIPC (88,8%), crenu-
anbHOW TEXHWKW, YCTPOWUCTE U IpUCTIocobnennit
(75,0%), B nenom cosganus 6es6apbepHoit cpeast
(60,0%), ®oTopan AaBana 6w maymesTam c IIIIPC
BO3MOMHOCTh OQMYIATL CefA MONHOMpPaBHLIMU
yneHamMu o6ulecTsa.

3aknwyeHue

HATax, mepBUMHO-TIPOrpecCUPYIOMNA DACCEAHHEIR
CKNEPO3 valle BCEro BCTPEYAETCA B BO3PACTHOMW
rpyne ot 36 go 55 ner, KoTopaa ABAAETCA Haubo-
Jlee SKOHOMWYECKW aKTUBHOW. M3-3a Tamectn 3a-
BonepanuA y NaLUEHTOB NPOUCXOAUT BGHICTpas

MOTEPA TPYAOCIOCOBHOCTYM, YTO OTPaMaeTCA Ha
CHWXEHUW MATEPUaNbHOT0 TIOJ0MEHNA CEMe ma-
unenros. Kak mokasano uccnenosanue, onpomeH-
Hule maunenTst ¢ JIITPC yame Bcero asnawTca ce-
MEWHBIMU NI0ibMU, BOCITUTHIBAWMUMU 1-2 feTeil.
Maynentst ¢ MIIPC He monyuawT 3ddexTUBHOIN
TEpanuu mo npodunio ceoerc 3abonesanus, B
CBA3M C YeM BO3pacTaeT HeoOXOLUMOCTL BHEApe-
HWA HOBEWUIUX METOAO0B Tepamuu 3TOr0 COCTORA-
Hua. B racrosnee spema B PP ywe saperucrpu-
POBaHLl WIW MPOXOAAT PErUCTPALUI0 IEepPCIex-
TWUBHLIE JIeKAPCTBEHHbIE TIPeNapaTH OA 1eYeHNA
[ITIPC. OAMH 13 HUX — OKpenuaymab (mpouren pe-
rucrpaumio 8 2017 r.), KOTOPHIA ABNAAGTCA Tep-
BLIM IpenapatoMm ¢ noxasanuem IIIIPC 8 mupe, 3a-
perucrpunposaHHbiii FDA.
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COLMONOTUYECKMA ONPOC

Hccnepoeanuem BuaBned ¢axr, uTo Gonee 35%
naunenTos c [IIIPC monyyanu nevyenue npenapa-
ramu [TUTPC B ®ayecTBe mannuaTWBHO! MOMOMU.
[Mpuyem n Bpayu, W MaUUeHTH OTMEVANu KpaiHe
HU3KY10 30 QeXTUBHOCTL 3TUX MPenapaTos. 3ame-
TUM, TO MOA0BHOE Ha3HAYEHUE [OPOTOCTOANUX
npenaparoB [IUTPC «off-label» aBnaeTca Hepo-
MYyCTUMBIM, T.K. PacX0f0BaHue BAMETHHX
CPeAcTs NMPOUCXOZUT HesbhHeKTUBHO, a BHOBL
BLIABNEHHBIE MALWEHTH C KypabensHuMU hopma-
M PC He MONyvaoT CBOEBPEMEHHOrO JIEUEHWUA.
JTO MO3BONAET CYWTATL MOTPEOHOCTh B AOCTYI-
HOW 3¢¢deXTUBHON WHHOBALWOHHOW Tepanmuu
IIIIPC kak Haubonee awTyanbHyX B HacToamee
BpPEMA.

B nccnepnosaHuu 0TpaMeHa BHCOKAA 3HAYUMOCTD
dyxKkumoxnnpoBaHdna uenrpos PC B pernonax P&.

COCTOANOCH NEPBOE 3ACEAHUE
OBLWECTBEHHOTO COBETA NPU POC31PABHAI30PE

B dpespane 2018 r. B PocsapaBHaa30pe Npowwao nepsoe
3acegaHve O6LecTeeHHoro coseta npu PegepanbHoi
cnywbe no Hap3opy B chepe 34paBooXPAHEHHUS.

B MeponpuaTu NPUHANM yuacTue pykosogutens Pocag-
pasHaa3sopa Muxawn Mypaluko, 3amecTuTeny pyKosoguTe-
ns WpuHa CepériHa u Omutpuit Nasniokos, YneHs! Obwecr-
BEHHOTO COBETA, a TAKHE NPUrNALIEHHbIE TOCTU — 3aMEeCTH-
Tens gupektopa fenapramedra MpasuTenscrsa
Poccuiickoit Depepaumu no GopMUPOBAHKKD cucTembl «0T-
KpbITOE NpaBuTeNbCTBO» Makcum Mpoxopos, AUpekTop
AHanuTtuyeckoro yeHTpa «Popym» Anekcangp bBparus,
npefceparenb KOMUCCUI NO OBLWECTBEHHOMY KOHTPONIO U
B3aWMOJeACTBUIO C 0BLecTBEHHLIMKY coBeTamu 06uwecT-
BeHHOI nanatel Poccuitckoil Pegepayuu Bnagucnas lpub.
«Y Poc3gpasHag3cpa MMeeTCA KoNoCcansHelit oneIT no pa-
foTe ¢ 06LWECTBEHHLIMU COBETAMM, Mbl OQHUMU U3 NEPBHIX
co3panu OBLeCcTBEHHbI COBET NO 3aWuUTe NPas nayneH-
TOB, KOTOPbIV YCNewHo cyllecTsyeT yike bonee 10 net npu
Kax[LoM TeppUTOpKansHom oprade Cnymoel, - 3aseun, ot-
KpblBas 3acegaHune, Muxaun Mypawko. — brharogaps Kos-
CTPYKTUBHOMY B3auMoaeAcTBuIO 1 0BMeHy MHopMaLeit
HaM YaeTCA COBMECTHLIMMU YCUMAMM CNEPaTUBHO peLarts
npoBaembl, BOHUKAIOLME B PErUOHANbHBIX CHCTEMAX
3APaBOOXPaHEHNs 11 BOCCTaHaBNWBATL NpaBa rpaxaaH Ha
NoNYYEHUEe CBORBPEMEHHOM W AOCTYNHOA MEAULIMHCKON
nomowm. Hapewcs, 410 HoBeI 06LWECTBEHHbIR coBeT 06b-
eAVHUT CBOW yCUnua ¢ yxe cywectayowmum Obwecreer-
HbIM COBETOM NO 3aluTe Npas nauueHTos npu Pocsgpas-
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IloMMMO MOATOTOBKW PEIUCTPOB MALUEHTOR, Ha-
3Havenua npenaparos [IMTC w composompeHus
6onsusix IIIPC, cneunanucramu nenrpos PC npo-
ussoaurcs GopMMpOBaHUE 3aABOK Ha obecrmeve-
Hue manuexToB PC nexapcTBeHHEIMU Mpenapara-
mn. OueBUAHO, YTO Pa3BUTUE CHELMANU3UPOBAH-
HHIX LEHTPOB AMarHoCcTUKu u Tepanvn PC mosso-
JIUT B 3HAYUTENLHOW MEpe IMOBLICUTL KAYecTBO
Ha3HaYeHWN W Pe3YNbTAaTUBHOCTD NNeYEHUA Malu-
enTos ¢ PPC v TITIPC, 4TO MOBLICAT KAYECTBO MU3-
HW ITauuenTos ¢ PC, yMeHbUIUT HazHavueHWe f0po-
rocrosmux npemnaparos IIATPC «off-label», mop-
HUMET 3QPeKTUBHOCTL UCIIONb30BaAHUA DOAMKeT-
HBIX CPEACTB WU COKPATUT «JIUCTHLL OXMWUAAHUAY Te-
panuu ans 6onwpubix PC.

H3A30DPe W TAKKE CTAHET HAZeHHbIM NOMOLYHUKOM NPY Bbl-
NONHEHUM Halueit oBLiel 3aaaym - 3almTe Npas naLueH-
TOB».

Bnapucnas [pu6 3aaBun, uto featensHocTb PocagpasHag-
30pa 4pe3BbiyaiiHo BocTpeboBaHa 0bLEeCcTOM, M 3TO Noj-
TBEPMAAET CaMbIit BEICOKMIA KOHKYPC CPeau KaHAMAATOB Ha
uneHcTeo B OBwecTeeHHoM cosete npy Caynbe.

B cBoto oyepepgs, flupektop AHanutuyeckoro ueHTpa «Po-
pym» npu MNpasuTensctee Poccuidckolt Pepepaumnn Anex-
caHap bparuH oTMeTUN, YTO rOCYAAPCTBEHHbIE CTPYKTYPbI
TaKxe Bo3naraloT Bosblue Hagexasl Ha pabory Pocsapae-
Hap3opa u OBuwecTeeHHoro coeTa npu PocagpasHansope,
TaK Kak B pamKax peopmbl KOHTPONbHO-HAA30PHON fes-
TeNLHOCTH rocyaapcTey HE0OX0AMMO HaliTH GanaHc, npu
KOTOPOM «6e30MacHOCTL NaLUeHTOB AONMHA oBecneyu-
BaTbcA 6e3 4pe3BLIYaNHOrD AaBNEHUA Ha BU3HECK. «3T0
3af,a4a He U3 Nerkux, U Mbl roTOBbLI PaccMaTpuBaTh Nobele
NpefIoKeHUA N0 ee PeLeHio 0T 0BLLECTBEHHLIX OpraHu-
3aUmiiy, - NOAYEPKHYN OH.

Mo 3aBepLueHio NPUBETCTBEHHBIX PeYell U NpeacTaBNeHuU:
Ynenos OC cocTosnuce BuiBopsl npeacedarens 06wWwecTseH-
Horo coseta npu PocappasHag3ope: Ha 3Ty [ONKHOCTL
enuHornacHo u3Bpax rasHbli spad PIEY «HCTUTYT X1~
pyprn um. A.B. BuwHesckoro» MuH3gpapa Poccuun ®egop
CeméHoe. 3amecTutenami npeacesarens OBuwecTeeHHoro
COBETa CTanu reHepansHsiii gupekTop Accouuaumm poc-
cuitckux hapmnpounssoguteneil Buktop Amutpues u pek-
Top $rBOY BO «MeaHoBCKan rocyfapcTBeHHAR MEAULIMH-
ckas akagemua» Munsgpasa Poccun Eerennit bopsos,

http://www.roszdravnadzor.ru



