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Bedenue nayuenmos ¢ mopuuHo-npozpeccupyouum paccesHiboim ckaepozom (BITPC) ocmaemces 00Hol u3 Haubosee mpyoHsix npobaem co-
epemenroll Hegponoeuu. Ilpu BIIPC ommeuaromes 6onee msiceavle HegpoaouueckKue CUMnMoMyl U 60aee yacmole 0cnumanu3ayuu, 601b-
WUHCMBO NAUUEHMO8 UMEIOM BbIPANCEHHbIe KOSHUMUBHbIE HAPYUleHUs, 00aee GbICOKUL YPOBeHb YCmaaocmu no CPAGHEHUI0 ¢ 60A1bHbIMU pe-
mummupyrowum PC (PPC). Jpyeum nebaaeonpusmuovim munom meuenus PC seasemcs nepsuuno-npoepeccupyrowuii PC (ITIIPC), koeda
uMeemcsi HeyKAOHHOe Hapacmanue Hegpoa0cUMecKuxX HapyueHuli ¢ camoeo KAUHUMeCK020 Ha4aid 3a001e6aHus.

IJeavto dannoeo uccaedosanus 6vi10 cpagHUMeENbHOE U3YHEHUe MeOUKO-COUUANbHbIX XapaKmepUucmuK U UameHeHui nokazamenell Ka1ecmea
acusnu (K2K) y 6oavuvix IIITPC u BITPC.

Ilauyuenmot u memoodvt. Bcezo ¢ uchonvzosanuem opuUHANbHO20 MEOUKO-COUUAAbHO20 80NPOCHUKA Obia0 onpouieno 437 nauuenmos ¢ ITITPC
u3 19 cyosexmos Poccuiickoit @edepavyuu u 500 nayuenmog ¢ BIIPC u3 15 pecuonos Poccuiickoii @edepayuu. Odnogpemento npogoousocs
uccnedosarnue KXK nayuenmos c INIPC u BIIPC c ucnoav3ogeanuem cheyuguueckoeo onpochuxa MusiQolL.

Pesyavmamot u obcymcoenue. Cpeou nayuenmos ¢ IIITPC obin0 54,3% acenwun u 45,7% myxcuun, a npu BIIPC ycenuunvr npeobradanu
(66,3% ncenugun u 33,7% myxcuun — coomuouterue noumu 2:1). Cmenenv unearuouzavuu u msaxcecms cocmosnus npu BIIPC obiiu 6viue,
uem npu ITITPC. Cembs npodoaxcaem ocmasamscs OCHOBHIM KaHAAoM nomouu 6 6imy nayuenmam ¢ PC: 75—80% nayuenmos, nyscoaro-
wuxcsi 6 maxkoi hoddepiicke, noayuarom ee om ceoux oauskux. boavhwie ¢ BITPC uawe yxaszviearom Ha yXyouieHue ce0e2o camo4ygcmeus 3a
nocaeduuii 200 (70%, 6 mo eépems kak cpedu boavhuix ITITPC — 55%). Cpedu nayuernmog ¢ ITITPC 6oavue mex, kmo oopawaemcs 6 noau-
Kaunuxy (82, 1% no cpasuenuto ¢ 64,7% npu BITPC; p=0,01). OcrogHbie npuuunsl chudicenus oopawaemocmu 6oaviolx BITPC 6 noaukaunu-
Ky — 02paHu4eHue Quu1eckux 603moNcHocmeil nepedsudicerus, npooiemoi 6 aeueruu BITPC. Cmayuonaphsiym 1eveHuem 0Xea4eHo Mexee no-
n06unst hayuenmog ¢ BITPC (43,8%) u 62% nayuenmog c ITTTPC. IIpo6aema obecnewenus yenmpoe PC sghghexkmuenvimu nexapcmeentsimu
npenapamamu OUeHUBaemcs HeepoN0eamu Kaxk 0080AbHO OCMPas 8 OMHOWeHUU 000ux munogé mevenus sadoneéanus. Ilpu uccaedosanuu KK
ommeuensl 6oaee cyujecmeentvie usmenenus npu BITPC, kacarowuecs u ncuxonoeuueckoil, u gusuyeckoi cocmasasiougux K2XK. Jluws nedas-
Ho 0as neuenus BITPC pa3pewen Hosbiil npenapam — cunoHumod. Omcymemeue 3¢hpeKmugHoeo0 Aeuenus Aeeno 8 0CHOB8Y HeeamugHo20 Om-
HouwleHusl K cucmeme 30pasooxparenus npu BITPC.

Saxarouenue. Hamenenus KK ompasxcarom omnowenue camoeo nayuenma K coemy cocmosHuio. Buedpenue noewvix npenapamoe ons namo-
eenemuuecko02o aevenus BITPC (cunonumoda) nosgoaum yayuwums noxazamenu KK u npu BITPC.
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Management of patients with secondary progressive multiple sclerosis (SPMS) remains one of the most challenging tasks of modern neurology.
Patients with SPMS present with more severe neurological symptoms, increased hospitalization frequency, pronounced cognitive impairment in
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most of them, and a higher level of fatigue than patients with relapsing-remitting M'S (RRMS). Another unfavorable course of MS is primary
progressive MS (PPMS) when there is a steady increase in neurological disorders from the very beginning of the disease.

Objective: to compare medical and social characteristics and changes in quality of life (QoL) indexes in patients with PPMS and SPMS.
Patients and methods. In total, 437 patients with PPMS from 19 constituent entities of the Russian Federation and 500 patients with SPMS
from 15 Russian Federation regions were interviewed using the original medical and social questionnaire. At the same time, we studied the QoL
of patients with PPMS and SPMS using the specific MusiQoL questionnaire.

Results and discussion. Among the patients with PPMS, 54.3% were women and 45.7% — men. In patients with SPMS, women predominated
(66.3% of women and 33.7% of men — the ratio was almost 2: 1). The degree of disability and the severity of the disease were higher in SPMS
than in PPMS. The family continues to be the primary aid source in everyday life for patients with M'S: 75—80% of patients who need such sup-
port receive it from their significant others. More patients with SPMS indicated a deterioration in their health status over the last year (70%,
while among patients with PPMS — 55%). More patients with PPMS received outpatient care (82.1% compared to 64.7% in SPMS; p=0.01).
Immobility and SPMS treatment problems were the main reasons for decreased outpatient care in patients with SPMS. Less than half of patients
with SPMS (43.8%) and 62% of patients with PPMS received inpatient treatment. According to neurologists reports, there is a major problem
in providing M centers with effective drugs to treat both disease courses. When QoL was assessed, we found more profound changes in SPMS
concerning both QoL's psychological and physical components. Only recently, a new drug, siponimod, has been approved for the treatment of
SPMS. The lack of effective treatment formed the basis of negative attitudes towards the health care system in SPMS.

Conclusion. QoL changes reflect the patient’s attitude to his condition. The introduction of new drugs for the pathogenetic treatment of SPMS

(siponimod) will improve the QoL indicators in SPMS.

Keywords: secondary-progressive multiple sclerosis; primary-progressive multiple sclerosis; quality of life; treatment.
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BeneHue manMeHTOB ¢ BTOPUYHO-TIPOTPECCUPYIOIINM
paccesiHHbIM ckiiepo3oM (BITPC) ocraercst onHo#t U3 Haubosiee
TPYAHBIX MPOOJIEM coBpeMeHHOI HeBpoJioruu [1]. be3 aneksart-
HOTro JIeYeHMs MpernapataMu, HU3MEHsIomUMU TeuyeHue PC
(ITUTPC), 60nbIIMHCTBO MalMeHTOB Mo Mepe pazButust PC ne-
pexXonsT B Iporpeccupylolnyto ¢azy 3a00JieBaHuUsI, YTO CBSI3aHO
CO 3HAYUTEIbHBIM POCTOM MHBaIuau3auuu [2—4|. OmgHako cy-
IIeCTBeHHAass BapuaOelbHOCTh MPOAOKUTEIIBHOCTY WM WHTCH-
CUBHOCTH cuMnTOMOB (a3el pemuttupyiomero PC (PPC)
¥ pa3Hast BeposITHOCTh nepexoaa K BITPC 3HaunTebHO 3aTpy/I-
HSIIOT PaHHIOIO TUATHOCTHKY, OITUMAJIbHOE JIeUeHUE U BeeHe
naluyeHToB Npu nepexone 3adonesanus B pazy BITPC [4]. Mbl
OBUTM OMHMMM M3 TEPBBIX, KTO TOKa3ajl, YTO CBOEBPEMEHHOE
Ha3HauYeHUe BBICOKOMO3HbIX MHTePGhEPOHOB OeTa IMO3BOJISIET
3HAYMMO M AOCTOBEpPHO oTcpouuTh nepexon B BITPC [5], uto
MOCIYX1JI0 000CHOBAHMEM ISl JaJIbHEMIIed TAKTUKU PAHHErO
neueHust PPC ¢ ucnonb3oBanuem [TUTPC. Dto npuBesio K paH-
Heit nuarHoctuke BITPC u cyiiecTBeHHOMY Tporpeccy B Ipey-
MpeXIeHUHU Tiepexoaa K JaHHOMY He01aronpusaTHOMY BapuaHTy
teuenus PC [6—8].

BITPC «oTBeTCTBEeHEH» 3a OOJIBIIMHCTBO COIMATbHBIX
¥ 5KOHOMUYECKMX M3IEPXKeK, cBsI3aHHbIX ¢ PC, 1 B HacTosIIce
BpeMsI TSI 3TO (hOpMBI 3a00JIeBaHUST TOCTYITHO JIUIITh HECKOJb-
ko [TUTPC, cpenn koTopbix ToJbKO Y cunonumona BITPC sB-
JISIeTCSl OCHOBHBIM MokazaHueM [9]. be3 Tepanuu mpuMepHO
y 2—3% nauuentoB ¢ PPC B ron 3a6ojieBaHue mepexoauT B ¢a-
3y BIIPC, a uepe3 10—15 jeT mocie KIMHUYECKOro JedioTa
BITPC pasBuBaercs y nojioBuHbl nauueHTos [10]. BITPC guar-
HOCTUPYETCSl PETPOCIIEKTUBHO, MOC]E TMepruoaa AUarHoCTuye-
CKOI HEOTPEeAEeIEHHOCTH, KOTOPBIM MOXET IJTUTHCS HECKOJIBKO
net (B cpenHem 2,910,8 roma), u He MOCTYNMHBI HU KPUTEPUU
MarHUTHO-PE30HAHCHOU TOMOTrpaduK, HU OMOMapKephI, YTOOB
ommunth PPC or BITPC [11]. B o0meii macce TMalMeHTHI
¢ BITPC crapure, mmutensHocts PC y HUX GoJbllle, OHUM pexe
pa6otator [12]. [Tokazano, uro nipu BITPC ormeuaioTcst 6osiee
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TSDKEITbIe HEBPOJIOTMIECKHME CUMITTOMBI U 00JIee JacThle TOCITH-
TaIU3alMU, OOJBLUIMHCTBO MALIMEHTOB MMEIOT Oosiee yYacThble
U BBIPAXEHHbIE KOTHUTUBHbIE HapylleHUs, 0ojee BBICOKMIA
YPOBEHb YCTAJIOCTU MO cpaBHeHMIO ¢ moabmu ¢ PPC. Bee aTo
00yCIOBIMBAeT HU3KUI ypoBeHb KavecTBa Xu3Hu (K2K) mpu
BITPC no cpaBuenuto ¢ PPC [13, 14].

Hpyrum HeOIaronpusTHeIM TUTIOM TeueHus: PC siBnsier-
cs mepsuaHo-TIporpeccupytomuit PC (ITITPC), korma umeercst
HEYKJIOHHOE HapacTaHWe HeBPOJOTUYECKUX HAPYIIEHUII ¢ ca-
MOTO KJIIMHMYECKOTOo nebioTa 3abojeBaHus [15, 16]. Dtu oco-
o6eHHocTu TeyeHus: [1TTPC MoryT ObITh CBSI3aHbI CO CBOEOOpa-
3MeM TaToreHe3a, B OCHOBE KOTOPOTO JIeXaT HapacTaloline
ovaroBble 1 1 bYy3HbIE HelipoaereHepaTUBHBIE MTPOIECCHl Ha
(oHe MeHee BbIpaXXEHHBIX ayTOMMMYHHO-BOCTATUTEIbHBIX
u3MeHeHuii [17].

OgHUM 13 HEOOXOIMMBIX METOIOB aHaIn3a 3(PPeKTUBHO-
ctu eyeHust PC gaBisioTcs pesysibTaThl, COOOLIAeMble TTaleH -
tamu (PCII; anrn. Patients Reported Outcomes, PRO). PCIT
OTIPEAETISTIOTCS KaK «JTI00bIe COOOIIEHMST O COCTOSTHUY 3I0POBbSI
MAlMEeHTOB, KOTOPbIE TOTyYeHbl HETIOCPEICTBEHHO OT TallieH-
TOB, 0e3 WHTepIpeTanuyd OTBeTa MAIMEHTOB KIMHUIIUCTAMU
wiu apyrumu autamu» [ 18, 19]. PCIT BkitouaioT uccienoBaHust
KOK marueHToB, CBS3aHHOTO CO 3M0OPOBLEM, OIIEHKY BBIPaXKeH-
HOCTH Pa3TMYHBIX CUMIITOMOB, YIOBJIETBOPEHHOCTH JICUEHUEM,
paboOTOCITIOCOOHOCTU, CaMOUYYBCTBMSI, MPUBEPKEHHOCTU Jieue-
HMIO, A TAKXKE B CYLIECTBEHHOI CTEMEHU — OLEHKY YPOBHSI Jie-
MPECCUU, XPOHUYECKOU YCTalOCTH, KOTHUTUBHBIX (DYHKLIMI
u 1. 1. [20, 21]. UccnenoBanue PCII cuurtaeTcs abCONIOTHO He-
00XOIMMBIM JIJIsl OLIEHKY PE3YJIbTaTOB JIEUeHUsI JTI000ro HEBPO-
JIorTMYecKkoro 3abosieBaHus, BKaovas PC, uro onpenensieT mep-
CNEKTUBHI ero BHeapeHwust [22, 23]. C agpyroii CTOpPOHHI,
npu orieHKe pe3yabraTtoB PCII MOMKHBI yUUTHIBATHCS MHOTHE
HecriennUIecKue U KOMOPOUIHBIE COCTOSIHUSI, KOTOPBIE
BIIUSTIOT Ha TICUXOMETPUYECKYIO OIIEHKY DPe3yJIBTaTOB OTpoca
[24].
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Ilenbl0 MaHHOTO WCCIENOBaHUS OBUIO CPAaBHUTEIBHOE
M3y4eHNE MEIMKO-COLMATBHBIX XapaKTePUCTUK M M3MEHEHUIA
noka3zaresieit KXK'y 6onbHbix ITTTPC u BITPC.

ITamuentst u MeToapl. 115t uzyuenus: KK npu PC ncnob-
3yI0T Hecneuuduyeckue M crneuuduyeckrue OMPOCHUKM.
B 2008 1. MmexxayHapoaHOM TpyInoi uccieaoBareieil mpu yJa-
ctun Kadeapbl HEBPOJIOTUU, HEUPOXUPYPIUU U METULIMHCKOMN
reHeTMKM Poccuiickoro HayyHO-MCCIeNOBaTebCKOTO Menu-
uHckoro ynusepcuteta uM. H. 1. [luporosa Ob11 co3naH U Ba-
JIMAN3UPOBAH HA MHOTHX SI3bIKAX, BKJTIOUAsT PYCCKUIA, crienudu-
yeckuii st PC onmpocHnk MusiQoL (Multiple sclerosis Quality
of Life) [25, 26].

Bcero ¢ ucnonb30BaHUEM OPUTMHAIBHOTO MEIUKO-COLIM-
aJIbHOTO BOTIPOCHUKA ObLIM oOmpoleHbl 437 malueHTOB
¢ [TTTPC u3 19 cyonekToB Poccuiickoit @eneparmu u 500 mmarm-
eHtoB ¢ BITPC u3 15 pernonoB Poccuiickoit @eneparu. Om-
HOBpPEMEHHO TpoBoawIoch ucciaenoBanne KK manueHToB
¢ [TITPC u BITPC ¢ ucnonb3oBaHueM crieliupuyeckKoro omnpoc-
Huka MusiQoL. B Hem npunsiin yyactu 437 6oabhbix [TITPC
u 89 nauueHToB ¢ BITPC, B ocHoBHOM 13 MOCKOBCKOTO perro-
Ha. Bce maumentsr umenu auarnos PC [27]. Taxxke metomom
CTPYKTYPUPOBAHHOTO IKCIIEPTHOTO OTpoca Oblia MmoyydeHa nH-
dopmarnus ot 80 Bpaueii-HEBPOJIOTOB TIO TTOBOMAY BEeIEHUS Ta-
muenToB ¢ [1ITPC u 51 Bpaya-HeBpoora, CrieluaIn3upyroIie-
rocst Ha jieueHuun PC (B uactHoctu, BITPC).

Cmamucmuueckuil anasus. CpaBHeHUE pe3yabTaTOB ONPO-
ca MPOBOAWIM MPU pacyere > ¢ MOMpPaBKoOu Mo Heiitcy u ¢ mic-
MOJTh30BAHUEM HeTlapaMeTpUIecKOro Kputepuss MaHHa—YuT-
Hu (U-kpurtepuit MaHHa—YUTHM).

Pesyasratei. Cpenu 437 maumentoB c IIITPC 6buto
54,3% xeHuuH u 45,7% MyX4UH, T. €. COOTHOILIEHHE T10 MOy
MpUOIM3UTETBHO paBHOE. V3 Hux 6onee 26% umenu I rpymmy
unBanuaHoctu (I rpynny — 17,5%). Cpenu 500 manueHTOB
¢ BITPC xeHumuHbl rpeodnaganu (66,3% xenmmd u 33,7%
MyX4HuH, cooTHolneHue mouru 2:1). IIpu srom cBeie 50%
onpoluieHHbIX uMenu auardo3 BITPC 6osnee 5 net; 48% u3 HUX
nmenu 11 rpynmy naBamunHoctr, 19% — I rpynmy. Takum 06-
pa3oM, crerieHb uHBanuau3auuu rpu BITPC Obuia BhllIe, yeM
npu [TITPC. Ho yyacTue B Tpyn0BOil 1€SITEIbHOCTUA OKa3aJ10Ch
cxoaHbIM Y 60bHBIX [TTTPC u BITPC: 6GoiblIMHCTBO MalueH-
TOB He pabortatoT — 78,7% 6oabHbIX [TTIPC 11 71,6% ¢ nuarxo-
3om BITPC.

Bo3spact 6osbHbIX [TITPC Obl1 MeHbIlIE: B 3TOM npoduie
MpeobIagaoT mauueHTsl 36—55 et (63%), a GONBLIMHCTBO I1a-
uueHToB ¢ BITPC crapiiie 40 et (73%). O6pa3oBatebHbIii ypo-
BeHb y nauueHToB ¢ BITPC Brime, yeM y mauneHToB ¢ [TITPC:
BBICIIIEe 1 HEOKOHUEHHOE BBICIIIee 00pa30BaHNe UMEET KaxKIbIi
Bropoii onpouieHHbIi ¢ BITPC (53%) u meHee 40% mnaiineHTOB
¢ I[TIPC (36,4%). CeMeiiHOE IMOJIOXKEHHE MTALIMEHTOB ABYX IIPO-
buseit TpUMEpPHO OAMHAKOBO: 2/3 COCTOAT B 3apErMCTPUPOBAH -
HOM JIN0O He3aperucTpupoBaHHOM Opake, okojio 10% Hukorma
He COCTOsSIIN B Opake, enie okoyio 20% B MPOLUIOM UMEJTHA OITBIT
ceMeifHOW Xu3HU (pa3BeleHbl, BIOBLEI). KommuectBo pereit
y nauueHToB ¢ [1ITPC u BITPC npuMepHO 0AMHAKOBO: y 00/1b-
LIMHCTBA €CTh HOeTH, He uMeloT aeTeir 19,4% ompolueHHbIX
¢ [IITPC u 24,4% onpoierubix ¢ BITPC. Y3 Tex onpolIeHHbIX,
KTO yKa3ajl Ha aKTyaJbHOCTb MIOMOIIIHUKA TOMa, OOJIBIIMHCTBO
(81,5% onpouiernsix ¢ BITPC u 86% c TTITPC) umerot BO3MOXK-
HOCTb 9Ty TIOTPEOHOCTH PeaTn30BaTh.

[MocrenenHoe yxymieHue caMOUYYBCTBUSI — OOIIasT TeH-
NEHLNsI, XapaKTepHasl ISl Takux TUoB TedeHust PC, HO 60Jib-
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Heie BITPC yvaiie yka3biBaloT Ha yXyIlIeHUEe CBOEro CaMOYyBCT-
BUs 3a nocienHuii rox (tadj. 1). O0mas g0Jsi oTpruLaTeIbHbIX
oneHok 1ipu BITPC mocturaer 70%, B To BpeMst Kak y GOJIbHBIX
IIMPC — 55%. IToTpeGHOCTL B MOMOIIM JAOMa IO XO3SICTBY
U B o0ciyxkuBaHuu cedst Boilie y 6onbHbIX BITPC: ee ykazanu
55% onpomeHHbix ¢ BITPC u 44% — c I[ITPC (ta6:. 2), onHa-
KO CTaTUCTUYECKM 3HAYMMOTIO pacmpe/ieieHUsI OTBETOB HE BbI-
sgBaeHo (p=0,08). CeMbsi MPOIOIKAET OCTaBAThCSI OCHOBHBIM
KaHayioM romoriunu nanueHTam ¢ PC B 6bity: 75—80% Hykmaio-
IIAXCS B TAKOU MOAIEPKKE MTOIYYaloT €€ OT CBOMX OJIM3KUX.

Ilo maHHBIM OITpoca, MALIMEHTHI OCTPEE BCETO HYXKIAIOTCS
B 3(p(eKTUBHOII MHHOBAIIMOHHON Teparvu, B IEHEXKHBIX BbI-
TJIaTax u OecIIaTHBIX JIEKapCTBaX, B YAYUIIEHUN MEIUITMTHCKO-
ro obcmyxkuBaHus. Ha BTopoM MecTe TI0O OCTPOTE CTOSIT COIU-
aJbHBbIE TIOTPEOHOCTH B pPEUMHTETrpalliu: TOTPeOHOCTh B 6e3-
GapbepHOIi cpejie U B CIIEIIUATIbHBIX TEXHUIECKUX CPEICTBAX ISt
CcaMOOOCTy>KMBaHUsI, B BOBMOXHOCTH OUIyIIaTh CeOsl MOJTHO-
MpaBHBLIM WieHOM o01ecTBa. [ToTpedbHOCTL B MpodeccuoHa b-
HOM Mepeo0yYeHUr M TPYIAOYCTPOICTBE HUCIbIThIBAIOT 18%
onpoueHHbIX ¢ BIIPC u 15% onpoiuennsix ¢ ITTIPC — 310 Ta
YacTh TMAlIMEHTOB, KOTOPBIE XOTSAT paboTaTh M 3apabaThiBaTh,
HO HYXXIAIOTCS B TIOMOIIH B TTepeKBanudukanum (tadi. 3).

Cpenu maueHToB ¢ [TTTPC Gombliie Tex, KTo 00palaeTcst
B MOJMUKJIUHUKY (82,1% mo cpaBHeHuto ¢ 64,7% npu BITPC;
p=0,01). OcHOBHBIE TPUYMHBI CHUXEHUST 00paIaeMOCTH B T10-
JMKIMHUKY 00JbHbIX BITPC — orpanuueHue ¢pusnyeckux Bo3-
MOXHOCTe TepeaBuxKeHusi, npoodysembl B JieueHuu BITPC.

Tabnuua 1. HNunamuxa camouyecmeus 3a nocaeoHul
200 y 6oavnoix ITITPC u BITPC, %
Table 1. General state over the last year

in patients with PPMS and SPMS, %

Ecau cpaBuuBath Bame cocrosinue

€ TeM, YTO ObLIO IOJL Ha3a/l, TO OHO LLANEE - LA0EC
Topasmo sydiiie, YeM rojx Hasajm 2,6 —
HewmHoro syulie, yeM roa Hazaj 7,9 5,8
TTpuMepHO Takoe e, Kak roJl Ha3ajl 30,9 22,6
HewmHoro xyxke, yemM roj Hazaji 28,9 47,8
Topazno xyxe, yeM roj Hazazi 26,4 21,0
3aTpyaHsIIOCh OTBETUTD 3,3 2,8

Tabnuua 2. Ilompebnocmov nayueumos c I111PC
u BITPC ¢ nomownuke doma, %
Table 2. Need of an assistant at home

in patients with PPMS and SPMS, %

Hyxen a1 Bam B HacTosiiee BpeMsi NOMOIIHAK
15 Bameii moBceTHEBHO# AeITETbHOCTH

(4T00BI MOMOYb BaM IBUraThCs, YXaXKNBATH IIIPC  BIIPC
3a c000ii, ISl BBE/IEHHsI MPENAPATOB U T. 11.)?

Jla, Hy>XeH 44,0 54,9
Her, He HykeH 50,0 45,1
Her otBeTa 6,0 0

|
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Bonpabie TITTPC gamie obpamiatoTcst K ypoiaoraM M MPOXOIST
peryisipHoe MPT-obcinegoBaHue (Kak MUHUMYM OJWH pa3
B 6—12 mec — Gonee 32%), 4To yKa3bIBaeT Ha OOJIBIIYIO 3aMHTE-
pecoBaHHOCTh NanreHToB ¢ [1TTPC B moabope agekBaTHON Te-
panuu 1 KOHTpoJie 3a 3G (HeKTUBHOCThIO JeuyeHus. [1o 1aHHbIM
000MX UCCIIeOBaHNI, MOAABsOIIEe OOTbIIMHCTBO MALlMEHTOB
¢ PC nabmogatorcst B crienuain3upoBaHHbIX LieHTpax PC no
noBoay cBoero 3adoseBaHus: 80% c nuarnozom ITTPC u 89%
¢ nuarHo3om BITPC.

Yacrora cranmmoHapHoro JiedeHus B rieHTpax PC HeBbICO-
Ka: pa3 B 2—3 roga wiu pexe mocemaior neHTpel PC 53% 6oib-
Hbix BITPC u 33,3% GosbHbix TTTIPC (ta6u. 4). ITo naHHBIM
OTPOCOB, CTAIIMOHAPHEIM JIeUeHUEM, TIOMUMO JIUeHUS B IICHT-
pax PC oxBaueHO MeHee mosioBUHBI IarnueHToB ¢ BITPC (43,8%
B uccienoBaHun) u 62% manuenTtos ¢ [TTTPC.

OcHOBHOE JieueHUe TaluMeHToB B HeHTpax PC ceituac,
MO OlLIEHKaM Bpaueil, — 3TO CUMIITOMaThuyeckass U COCyIUCTO-
MeTabosiMueckasl Tepanust (CM. pUCyHOK). Hapsiny ¢ nepBbiMu
nByMsl Bugamu Tepanuu npu jJedenuu [TTTPC Gosbliie BHUMA-
HUs yaeneHo peadbunurtanuu, npu JedeHun BITPC — naToreHe-
TUYECKOM MMMYHOMOIYJUPYIOLIEH UM UMMYHOCYIIPECCUBHOM

Ta6mua 3. AxmyanvHvie nompebHOCMU NAYUCHMOE
¢ I[IITPC u BIIPC, %
Table 3. Up-to-date needs of patients

with PPMS and SPMS, %

Kak BbI cuntaere, B 4yeM npexie

BCero Hyxnawrcs 0osbHbie PC? IIIIPC  BIIPC
HoctymHocTb 3hheKTUBHOI 57,7 48,4
WHHOBAIIMOHHOM Tepariu

Pa3Horo pona neHeXHbI€ BbITUIATHL 52,6 47,2
(rmoco6usi, MeHCUU, KOMIIEHCAIlMN)

BecnatHble JiekapcTBa 45,0 37,7
ViyuieHre MeAMIIMHCKOTO 00CTYKMBaHUS 44,5 30,4
CreuuanbHasi 6e30apbepHas cpena, 37,1 28,8
MPHUCITOCOOICHHAST K HY>XIaM WHBAJIHIOB

CrienpaibHasi TEXHUKA, YCTPOMCTBA 32,8 24,2
M TIPUCTIOCOOJICHUS, TIO3BOJISIIOIINE

CBOOOJIHO MEPEMEIATHCS, MOJIy4aTh

HYXHYI0 MH(OpMaLnio, 001aThCs

B03MOXHOCTB OIIyIIATh Ce0st 26,1 28.8
TTOJTHOIIPABHBIM WICHOM O0IIIeCTBa

KoHcynbramy crnenmuaiucToB Mo MPaBOBbIM 22,0 19,8
¥ MEMIIMHCKUM BOIIpOCaM

BHumaHue, 3a60Ta CO CTOPOHBI OKPYKAIOIINX 20,8 28,6
BriToBOE 00OCTYXKMBaHUE HA TOMY 15,8 19,4
ITomolp B TpynOycTpOiiCTBE, IEPEOOYUYEHUHM, 12,7 17,9
MOJIy4YeHUU 00pa30BaHMs

ViydieHue KWIMIIHBIX YCIOBUIA 7,4 11,7
TTomolb B OpraHU3alMu 10CYra, BO3MOXHOCTb 6,2 5,8
Y4acTBOBATh B KOHIIEPTAX, CIIOPTUBHBIX

MEPOTPUSITUSIX, KYJIBTYPHOU KM3HU 001aCTH

PeMOHT Xuiibst 3,3 4,2

|
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tepanuu. BHenpenue okpenusymada ripu [NTTPC u cunonumo-
na npu BITPC 10/3kKHO M3BMEHUTD 3TY CUTYaLUIO.

IIpoGnema obGecrnieyeHust 1eHTpoB PC addexTuBHbIMU
JIEKAapCTBEHHBIMM TIperiapaTaMy OIIEHUBAaeTCsl HEBpPOJIOraMu
KaK JOBOJIbHO OCTpasi B OTHOIIEHWM 0OOMX TUIIOB TEYECHUS 3a-
oosneBaHus (Tads. 5). Pazauuus B oLieHKax, BO3MOXHO, TaKXe
oTpaxaloT HeOOJIbIIOe CHUXKEHUE OCTPOThI MpoosieMbl 3 dek-
TUBHOI MeauKameHTo3HOU Tepanuu PC 3a mocineaHue 3 roaa:
KaK BBICOKYIO OLIEHWIM IMOTPEOHOCTh B 3(P(HEKTUBHBIX JIEKApCT-

Tabnuua 4. Yacmoma cmayuonapuoeo neveHus
navueumos ¢ yenmpax PC
Table 4. Frequency of inpatient treatment
in MS centers
Kak yacto Bsl npoxoaure Kypc
CTALMOHAPHOTO JieuyeHus B uentpe PC IIITPC BIIPC
1o nosoxy Bamrero 3a0osieBanns?
OnuH pa3 B Mecsill 0,9 1,0
OnuH pa3 B KBapTal 5,2 1,4
JIBa-Tpu pasa B roj 17,1 9,8
OnuH pa3 B roj 32,8 20,8
OnuH pa3 B 2—3 rona 14,2 22,0
Pexe 19,1 31,0

CumMriromaTyeckasi Tepanus
Cocyaucro-merabonueckast
Tepanus

Peabwiuranus
TlaToreHernyeckass MUMMYHO-

MOJIYJIUPYIOLLAsT WK UMMYHO-
CyIpecCUBHAs Tepanust

@ MI1PC

W BITPC

Buowt neuwerus ITTIIPC u BITPC 6 yenmpax PC (oyenxu eépaueir), %
Types of PPMS and SPMS treatment
in MS centers (clinicians’ assessments), %

Ta6auua 5. Ouenka epauamu nompebHOCMU UEHMPOB
PC 6 6onee sppexkmuenvix IHUTPC, %
Table 5. Clinicians' assessment of MS centers

need for more effective DMTs, %

OueHuTe MOTPEGHOCTH B 00J1ee I(h(heKTHBHBIX

JIEKaPCTBEHHBIX NMpenaparax s JeyeHns IIITPC BIIPC
nanuentos ¢ [TITPC B Bamem uentpe?

KpaiiHe BbIcOKast 43,8 45,8
Boicokast 48,7 29,2
CpenHsis 5,0 20,8
Huskas — 4,2
3aTpyaHsI0Ch OTBETUTh 2,5 -
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Tab6auua 6. Cpednue nokaszameau KX

no danuwvim onpocHuka MusiQolL

y 6oavubix ITITPC u BIIPC, 6arnvt
Table 6. Mean QoL scores according

to the MusiQolL questionnaire

in patients with PPMS and SPMS, scores
N MusiOoL Uccnenosanne  Mccienosanue

onmkana MusiQo TITIPC (n=437) BIIPC (n=89)

JIHeBHAas1 aKTUBHOCTD 34,4 33,1
Tlcuxonornyeckoe caMoOuyBCTBUE 49,4 41,3*
KnuHuyeckue CMMITOMBI 57,5 52,5
OTHOILIEHUSI C APY3bIMU 50,8 48,7
OTHOIIIEHUS C CeMbei 71,7 60,3*
JInyHas u cexcyaibHas XKU3Hb 45,0 44,5
KomnuHr 46,3 48,2
OTHOIIIEHUSI C COLIUYMOM 51,3 49,2
OTHOILIEHUE K CUCTEME 60,0 50,9*
3IPaBOOXPAHEHMSI
OOLIMIT MHAEKC 42,7 38,3

Ilpumeunanue. * — ornuuue ot nokasaresns ¢ [1ITPC no U-kpurtepuio MaHHa—
YutHu, ypoBeHb 3Hauumoctu p<0,05.

Bax st siedeHust PC 92,6% Bpaueit B 2017 . u 75% Bpaueii
B 2020 . I1pu uccnenoBannu K2K orMeueHBI Gojiee TTyOOKMe
n3MmeHennst npu BITPC, kacarommecss M TICUXOJIOTMUECKOIA,
u ¢usndeckoii cocrapisrommx KXK (ta6i. 6). JIninb HemgaBHO
11t tedeHusi BITPC paspeliieH HOBbII MpenapaT — CUIIOHUMO],
MoKa ke OTCyTCTBUE 3(h(MEKTUBHOTO JIeUeHMsI JIEXKUT B OCHOBE
HeraTuBHOro oTHoleHus nmauueHToB ¢ BITPC k cucreme 3apa-
BOOXPAHEHMSI.

Oocyxnenune. [lpu omenke KIXK 6onpHbix BITPC
u [IITPC oTMeuyeHBbl CyIIECTBEHHBIE pa3juuus: Tak,
npu BITPC cHuXeHbl moaaep:kKa ceMbU U TICUXOJOIMYECKOe
camouyBcTBUe. Pesynbrarel aToii oueHku K2K moarsepxnaior

XOpOoUIylo couMayibHylo noanepxky nauueHtoB c¢ [IITPC co
CTOpOHBI npy3eit («OTHOILIEHWSI C NPY3bsIMU») U OCOOEHHO
CO CTOPOHBI CEMbU.

ITpu BITPC B nepByto ouepeab CHUXKAIOTCS TaKue MoKasa-
TEJIU TICUXUYECKOTO CAMOYYBCTBHUSI, KaK «OTHOLIEHUSI C CEMb-
eli» 1 «OTHOLIEHHE K CUCTEME 3IPABOOXPAHEHUSI», YTO, BEPOSIT-
HO, CBSI3aHO C OOJIbIICH JUIMTEILHOCTBIO 3a00J1eBaHUS, TIEPEXO0-
JIOM OT paHee 0oJjiee MITKOTO PEMUTTUPYIOIIETO TeUCHUSs, IO~
JTAIOIIErocsl KOHTPOJIIO TIPU MPaBUIBHO MOA00PaHHOM MmaTore-
Hetnueckoit teparuu ([TMTPC), Kk MeHee OGraronmpusiTHOMY
BTOPUYHOMY IIPOTPECCUPOBAHMIO, KOTIa BO3MOXHOCTU JIeUe-
HUs 6oJiee orpaHUYeHHBI. DTOT HETaTUBHBIN TePEXO]l, BEPOST-
HO, OTpakaJicsl Ha TICUXUIECKOM COCTOSTHUY TTAlIEHTOB U CUTY-
alliM B CEMbE, XOTsI He OBLJIO OTMEUEHO CTATUCTUYECKU 3HAUM-
MbIx oTanuuii ot [MITPC mno mikanam, ykasblBalOUIMM Ha Ts-
KeCTh HapyIIeHUs] (bU3NIeCKUX (DYHKIIMIA.

OnucaHHas AMHAMMKA B 11JIOM COBITaJaeT ¢ paHee OIyo-
JIMKOBaHHbIMU JaHHbIMU 111 BITPC mno Hecneuuduyeckoit
mkane SF-36 — Torna otmedanock xapakrepHoe a1 BITPC cy-
IIECTBEHHOE CHIKEHUE TMoKazateeil (hM3n4ecKoro, poJieBOro
(br3MIecKoro U poyieBOro 3MOIMOHAILHOTO (DYHKIIMOHUPOBA-
HUSI, YTO YKa3bIBACT Ha BHIPAXKEHHOCTh HAPYIIEHU I TICUXOJIOTH -
YECKOTO CTaTyca M poJIeBOro (PyHKIIMOHUPOBaHMS [27].

3akmouenne. PCII, B Tom uncie ouenka KK, B HacTos-
1iee BpeMsl SIBJISIETCST BaKHBIM KOMIIOHEHTOM OIIeHKM b dex-
TUBHOCTU M TIEPEHOCUMOCTH TepaIriyi XPOHUIECKUX 3a00jeBa-
Huit. OHa TTO3BOJISIET OTIPEACTUTD, SIBJISIIOTCS JIU JIedeOHbIe BO3-
neicTBUST 3(PGhHEKTUBHBIMY ¢ TOYKM 3pEHUSI MAllMeHTa, YTO 103~
BOJISIET OTIPENEIUTHCS B BbIOOpE Harbosee aieKBaTHBIX METOIOB
tepanuu [28]. UMenHo usmeHenust B KXK oTpaxaioT oTHolIe-
HME CaMOoro MalKeHTa K CBOeMY COCTOSIHUIO. BHeipeHre HOBBIX
MpenapaToB Jisl maroreHeTnyeckoro yiedeHust BITPC (cunonu-
MOJ1a) MO3BOJIMT yaydinuTh nokazatean KK u mpu BITPC.
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