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Muacmenus epasuc (MI) — 0010 u3 pachpocmpaneHHbIX aAyMOUMMYHHbIX 3a001€6aHUL HePEHOU cucmembl. [ OUueHKU COCMOSAHUS NAlUeH-
MO8 u HanpasAeHuil pa3eumusi CReYUaIU3UpOBAHHOL NOMOWU DOAbUIOE 3HAUEHUE UMEIOM MeOUKO-COUUANbHBLI AHANU3 CIMPYKMYDbL RONYAs-
yuu nayuenmos u ouenka ux kavecmaea ycuznu (KXX) kax oonoeo uz kpumepues sgpghexmusrnocmu nposooumMbix ne4eOHbIX 8030eUCMBUIL.
Ileaw uccredosanus — ananuz KX nauuenmos ¢ duaenozom MT.

Mamepuaa u memooot. B uccredosanuu npunsiu yuacmue 662 nayuenma ¢ MI uz 26 pecuonos Poccuu. Boiau ucnonv3oeanst cneyuaibHo
paspabomannas MeouKo-coyuanbHas ankema u onpochux SF-36.

Pezyavmamot. B Poccuu cpedu 6oavHbix MT npeobaadarom scenujutot, auya cpedreeo u noxcunoeo eozpacma. MI' xapakmepuszyemcs omuo-
CUMENbHO OAA20NPUAMHbBIM MeHeHUeM (MeHee NOA0BUHbI NAUUCHMOE UMeIOM KAKYI-Aubo epynny unearudnocmu). Jpyeue xponuyeckue 3a-
bonesanus ecmo noumu y 2/; nayuenmos. Okoao 90% 6oavrvix M oxeauenst aekapcmeeHHoi mepanueii, HO HOYMU Y NOAOBUHb! NAUUECHNO8
umeromest npobaembl ¢ NOAYUEHUEM HA3HAYEHHOU um Aekapcmeennoi mepanuu. Ilomumo cyuwecmeenno2o cHuicenus nokazameneli usuqe-
CKOIll GKMUBHOCMU, OMMEYEHO U CHUICCHUE NOKA3ameeil NCUXU1eCK020 COCMOAHUS NAUUCHMOE, CEA3AHHOE C PA3AUMHbIMU QU3UHECKUMU HA~
PYUeHUAMU, a MaKdice co cmpaxom 0yoyue2o (005A3Hb 6036PAUEHUS CUMNIMOMOE, PUCK 0CIMAmbCs 0e3 N000epICKU U 8 CUMYAyUU HeCnoco0-
HOCmU pewlams ceou 3adadu, HeodXoo0umocmo Aeuumscs noxcushenno). Cpedu cumnmomos MI, eausrouux Ha SMOUUOHANbHOE COCMOSIHUE
nayuenmos, Ha nepeom mecme caabocmo U OblcmMpas YMoMAIeMOCMb, 3amem Hapyulenus 0yavoapuvix ynkyuil. Posesoe ¢pynkuuonuposa-
Hue nauyuenmog ¢ M1 6 6oavuwell cmenenu 3asucum om Qu3U4ecKoe0, 8 MeHblel — 0m IMOYUOHANBHO20 COCMOAHUSA. Y npuHumarouwux peey-
JAAPHYIO NEKAPCMEEHHYI0 Mepanuio noKazamenu Oblau 3amemuo ayquie, yem y Heaeuenvix. Ouenka no wrane SF-36 noomeepduna, umo pe-
warowee 3navenue ons1 KK npu MT umerom gpusuueckoe cocmosinue u ghuzuteckoe (hyHKUUOHUPOBAHUE, BAULIOUWUE HA NCUXON02UHECKUEe KOM-
nonenmot ouenku KXK.

Sararouenue. Ommeueno snauumoe cHuxcerue nokazameneit KXK npu MT, é nepsyio ouepeds — ghusuueckoeo KOMnoHeHma u, Mopu4Ho, NCu-
Xxono2uuecko2o 300poebs. Bece amo ykazvieaem na HeobX00UMOCMb PaHHE20 HAYAAA BbICOKOIPHEKmMUBHOI namoeeHemu4ecKoi mepanuu,
6 wacmuocmu cospementvimu uneuoumopamu C5-Komnonenma Komniemenma.
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Myasthenia gravis (MG) is one of the most common autoimmune diseases of the nervous system. Medical and social analysis of the patient pop-
ulation structure and assessment of their quality of life (QoL) as one of the criteria for the effectiveness of treatment are of great importance for
evaluating the condition of patients and the directions of development of specialised care.

Objective: to analyse the quality of life of patients diagnosed with MG.

Material and methods. The study involved 662 patients with MG from 26 regions of Russia. A specially designed medical and social question-
naire and the SF-36 questionnaire were used.

Results. In Russia, women and middle-aged and elderly people predominate among MG patients. MG is characterised by a relatively favourable
course (less than half of patients have any form of disability). Almost two-thirds of patients have other chronic diseases. About 90% of MG
patients receive drug therapy, but almost half of patients have problems obtaining their prescribed medication. In addition to a significant
decrease in physical activity, there is also a decrease in the mental state of patients associated with various physical disorders, as well as fear of
the future (fear of symptom recurrence, risk of being left without support and unable to perform daily tasks, the need for lifelong treatment).
Among the symptoms of MG that affect the emotional state of patients, weakness and rapid fatigue are in first place, followed by bulbar dys-
function. The role functioning of patients with MG depends to a greater extent on their physical condition and to a lesser extent on their emo-
tional state. Those receiving regular drug therapy had significantly better indicators than those who were not treated. The SF-36 scale assess-
ment confirmed that physical condition and physical functioning, which influence the psychological components of QoL assessment, are crucial
Jor QoL in MG.

Conclusion. A significant decrease in QoL indicators was noted in MG, primarily in the physical component and, secondarily, in psychological
health. All this points to the need for early initiation of highly effective pathogenetic therapy, in particular with modern C5-complement inhibitors.

Keywords: myasthenia gravis; medical and social characteristics; satisfaction with treatment; quality of life.
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Muactenus rpaBuc (MI') saBisieTcs onHUM U3 HauboJee
YacTO BCTPEUAIONINXCS ayTONMMYHHBIX 3a00JIeBaHUI HEPBHOM
CHCTEMBbI, HapyIIAIOIINX CHHANITUIECKYIO Tiepeaady UMITyIbca
B nepudepuyeckoit HepBHOI cucteme. Ero pacnpocrpaHeH-
HOCTh TIOBCEMECTHO YBEIMYMBAETCS ¢ cepeauHbl XX B., UTO,
BEPOSITHO, CBSI3aHO C COBEPIIEHCTBOBAHUEM AUArHOCTUKU, JIe-
MorpaduyeckuM cTapeHUueM HacesJeHUs] U yBeJIUYEeHUEM Mpo-
TOJKUTEIBHOCTU XKU3HU TanueHToB. Knunuuecku MIT mpo-
SIBJISIETCS] TMHAMUYECKOW MBILIEYHOI CIabOCThIO U yTOMIIsIe-
MOCTBIO, KOTOpBIE MPUBOASIT K MpobdjaeMaM C MOBCETHEBHON
JIBUTATENILHONM aKTUBHOCTBIO, 3pEHUEM, TJIOTAaHUEM, PEYblo U,
B TSDKEJIBIX CITy4asx, ¢ AbixanueM |1]. OmokTyupyromnmit xapa-
KTep CUMIITOMOB HEPENKO BHI3BIBAET SMOIIMOHATBHBIN AU~
CTPECC U COLMANIbHYIO U30JIALMIO ManueHToB ¢ MI, komripo-
METUPYST MEAUIIMHCKUN KOMIUTAeHC U COOJIIOeHUE CIIOKHBIX
CXeM OONIeTPUHSATON Teparuu, 3acTaBiisis OajaHCUpOBaTh Ha
IPpaHU TePareBTUYECKOTO U MTOOOYHBIX 3(D(HEKTOB, YTO OKA3bI-
BaeT OULYTUMOE HEeraTUBHOE BO3/JEHCTBME Ha KAYe€CTBO XU3HU
(K2K).

B Poccun BanuaupoBaHbl IMIIb HAMMEHee crieliu(puuHbIe
g MIT EBponeiickuii ONpOCHUK OLIEHKU KayecTBa XKU3HU 110
MSATU ToMeHaM Ha 1isiTi ypoBHsX (EQ-5D-5L) u kopoTtkas dop-
Ma aHKeThl OLleHKM KauyecTBa Xu3HU (SF-36), 4TO BBIHYXIaeT
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HCClieIoBaTeIeii-9HTY3MaCcTOB MCITOIb30BaTh APyrue MHTepHA-
LIMOHATHHBIE TIKAJIBI TTOJT CBOIO OTBETCTBEHHOCTH U TMIPUIAET H0-
TIOJTHUTETbHYIO aKTyaJTbHOCTh pa3paboTKe PYCCKOSI3bIYHBIX aH-
KEeT M MHIVWBUIYaJbHBIX PETUCTPAllMOHHBIX KapT o KK, amgamn-
TUPOBAHHBIX K COOCTBEHHOM BBIOOPKeE MarueHToB ¢ MI.

HccnenoBaHusi, MOCBsILEHHbIE YITYOJEHHOMY U3YYEHUIO
K2K manuentoB ¢ MI, oTHOCUTEJIbHO HEMHOTOYMCICHHBI Ha
¢oHe 0o0lIero KojuuecTBa pesieBaHTHBIX MyoauKauuii. Mexmy
TE€M UX YMCJIO B 3apYOEXKHOI U OTEUECTBEHHOM JIMTEpaType UMe-
€T JIMHEeWHBII pupocT 3a nociaeaHue 10—15 met. MmMeHHO ¢ ux
TTOMOIIIBIO ObLIA TTOTyYeHa MH(pOpPMAIIUs O MpeodIagaHuN Ode-
BUIIHBIX HApyIICHUI IMOBCEIHEBHON aKTMBHOCTHU, a TaKXKe He-
OYEBUIHBIX CHUMIITOMOB, TaKMX KaK 00Jb WM OUCKOM@OPT,
HaJ TpeBoroi u aenpeccueil B camoolieHke K2K 6omnee 800 ma-
ueHToB ¢ MI' u3 pa3HbBIX CTpaH, OINpeaenB JajbHellee Ha-
MpapjeHue UcciaenoBaHuii B aToit objactu [2, 3]. Kpome Toro,
obbekTBM3aMs auHamMuku KOK mosBonmmia, Hampumep, mO-
MOJHUTEIHLHO 000CHOBATh MpUMeEHEHUE B JeueHurn MI' HoBeii-
LIMX UMMYHOCYTIPECCUBHBIX MpenapaToB HA OCHOBE MOHOKJIO-
HaJIbHBIX aHTUTEJ, HAIMPaBJICHHBIX MPOTUB KOMILIEMEHT-OIO-
CPEIOBaHHOTO Pa3pylleHUsT HEPBHO-MBIIIEYHOTO COEIMHEHMS
€O CTaHIAPTHOM U TTPOJOHTMPOBAHHON aKTUBHOCTBIO, — IKYJIM-
3ymaba u paBynu3ymaoa [4, 5].
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B cBs131 ¢ 5TUM yTITyOJIeHHOE M3YydeHUEe MEINKO-COIIUATb-
HbIX actiekToB 1 KOK mipu MI gBysieTcst BaxKHBIM UTSI TIOHMMA-
Husg n yayumeHust KXK B peaqbHOM KIMHUYECKON TPaKTHUKE,
IUTSE aKTyaJIM3alliy SMUIEMUOJIOTHISCKOM, COIMAIbHO-9KOHO-
MUYecKOoi mpobembl 3a060s1eBaHKs U HOPMUPOBAHMSI HACTOPO-
JKEHHOCTU K HeMy B IpodeccruoHaIbHOM coodiiecTBe. Komr-
JIEKCHBIE MCCJIeIOBAaHUS, TTOMOTAIOIIKE BBISIBUTH KJTIOUEBbIC (ha-
KTopbl BIMsIHUA Ha K2K, ciykaT opueHTHpOM [UTs 11e/IeHarpaB-
JICHHBIX MEp U OIpPENesioT CTpaTeruu JIeYeHUsl, OCHOBaHHbIE
Ha TIOTPeOHOCTSIX TALIMEHTOB.

Ileap nccnenoBaHnsT — aHAIM3 KayecTBa KU3HU TTAlIMCH-
TOB C IMaTHO30M «MHACTEHUS IPABUC».
3amaun ucciae0BaHMs:
1. Onucanue coluaabHOTrO moprpera 6oysbHbBIX MIE co-
LIMaJIbHO-IeMorpabuIecKre XapaKTepUCTUKM, COITYT-
CTByIOIIME 3a00J1eBaHUsI, CTaX 0OJIe3HU, MHBATUIM3a-
LM,
2. AHanu3 pasnuuHbix acriekToB KK manuenTos ¢ MI:
CaMOYYBCTBUSI, (DU3MUYECKOTO U 3MOLMOHATBbHOIO
COCTOSIHMS, MX BJIMSIHUSI HA pOJieBOe (DYHKIIMOHUPO-
BaHUeE.
3. Pacuer unaekcoB KOK 1o MexxmyHapomgHO MeTOIMKe
SF-36, BamunupoBaHHoii B Poccum.
JlaHHOE McclieloBaHUE SIBJISIETCS TIEPBBIM KPYITHBIM HC-
cinenosaHueM B Poccuu o Bonpocam KK mpu MI.

Marepuan u MeToIsl. B paMkax ucciieoBaHus B 26 peru-
oHax P® omnpoireHo 622 manueHTa ¢ guariozoM MI (ta6a. 1).
Co60p nHdopMaLMu mpoBoAMIICS B riepuon ¢ 1 mapra o 25 ae-
Kabpst 2024 1. [TockoJIbKY TTOUCK U OINPOC MaLMEHTOB OCYIIECT-
BJISUIMCh CUJIaMU HEBPOJIOTOB, OCOOEHHOCTBIO BHIOOPKH TaHHO-
To UCCJIeOBAHUS SBJISIETCS TO, YTO B HEE BOLIUIM T€ MAllEeHTHI,
KTO «IOIIe» IO MOJUKIMHUKM B PErMOHAX — YYaCTHUKaX MC-
cnenoBaHus. COOTBETCTBEHHO, pedb MIET O COLIMAIBHOM TOPT-
pere OonbHBIX MI, cocTosiux Ha ydyere M HaOJIIOAAIOLIUXCS
B CBSI3U C 3TUM JIMArHO30M.

Meron uccieqoBaHUS — AHKETHBIA OIPOC IAallMeHTOB
C yCTaHOBJIEHHBIM auarHo3zom MI. Onpoc o COCTOSIHMM Malu-
€HTOB (C UX TOYKU 3PEHUS) TPOBOJAMIICS IO CIIELMAIBHO pa3pa-
0OTaHHOI aHKeTe, B KOTOPOIl TaKXKe OTPaXkKeHbI BOIIPOCHI OTHO-
LIeHMs] TIAIMEeHTOB ¢ cBoeMy 310poBbio. K2K siBisieTcst KoMIn-
JIEKCHOM XapaKTepUCTUKOU (DU3UYECKOTO, MCUXOJOTUYECKOTO,
3MOIIMOHAIBLHOIO U COLMATbHOTO (DYHKIIMOHUPOBAHUSI YeJI0Be-
Ka, OCHOBaHHOIi Ha ero CyObeKTMBHOM BOCTIPUSITUU CBOETO CO-
CTOSTHUS Y BOBMOXKHOCTEI. DTO MHTEeTpaJIbHbII ITOKa3aTesb, OT-
paxamoIlnii CTerneHb aJanTalliyd 4YesioBeKa K 3aboJieBaHUIO
1 BO3MOXXHOCTb BBITIOJTHEHUSI UM TIPUBBIYHBIX (DYHKIIMI Ha pa-
6ote 1 B ObITY. C IpYroif CTOPOHBI, 3TO CYOBEKTUBHBIN ITOKa3a-
TeJIb YAOBJIETBOPEHUS IMYHBIX TOTPEeOHOCTE YeoBeka. Memu-
KO-COITMOJIOTUYECKUI aHaJIu3 OTBETOB Ha OTAETbHBIE BOIIPOCHI
mo K2K mo3Bossier onucaTh BBIPaXXEHHOCTh Pa3HBIX acIeKTOB
COCTOSIHMS MalueHTOB ¢ MI.

st 6ayutbHOM oneHku K2K mcrmonb3oBaiym MexXIyHapoI-
HBII ONMpOCHUK KadecTBa Xu3Hu SF-36 (Short Form Medical
Outcomes Study), rae 36 MyHKTOB CrpYyMIIMPOBAaHbI B BOCEMb
mKan: (usndyeckoe (GyHKLIMOHUPOBAHUE, poJieBasl IesITellb-
HOCTb, TejecHasi 00Jib, 00lllee 3J0pOBbE, KU3HECTTIOCOOHOCTb,
colManbHOe (DYHKIIMOHMPOBAHNE, SMOLIMOHATIBHOE COCTOSIHME
¥ TICUXWYECKOe 3M0poBbe. Bee 1mKambl popMUpyIoT ABa ToKa3a-
TeJIsl: MyleBHOE U (pusmaeckoe Ojaromnonxyune. [lokasaTenn ka-
JKIOU TIKassl BapsupytoT Mexy 0 n 100: 6osee BbIcOKas OlleH-
Ka yKa3bIBaeT Ha 0oJiee Bbicokuii ypoeHb KK (3a uckiioueHu-
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€M TTO3ULIMH 10 BBIPAXKEHHOCTHU 00JieBOTo cuHapoma). CpaBHe-
HMe TToKa3areseil Tpu M TpoBoaWIIM ¢ KOHTPOJILHBIMY 3HAYE-
HMSIMU, TIOJTYYeHHBIMU paHee MPAKTUYECKU ITOU Xe TPYIIoi
uccienoparesei [6].

Cmamucmuyeckas o6padbomka dannbix. I1oKkazaTenun cpas-
HUMBaJIM IS pacrpe/esieHus o MOATPYyNaM Mo KPUTEpUIo ¥’
B TAOJIMLIAX OT 2x2 10 2x5, UIsl CpaBHEHMSI C KOHTPOJbHBIMU T10-
KazaTeqsiMU — 0 KpuTepuio MaHHa—YUTHU, 3HAUUMbBIMU CUU-
Tanau paszaumaus rnpu p<0,05.

Pesynwsrarel. Couuaavuotii nopmpem nayuenmoe ¢ MI,
B CBSI3U C 9TUIM JUATHO30M COCTOSIIIINX Ha y4eTe B MOJTUKITNHU-

Ta6muua 1. Peecuonovt, npunsaeuwue ywacmue
6 uccaedogaHuu
Table 1. Regions that participated in the study
Peruon Yucao namuentos, n (%)
MockBa 61 (9,8)
Bourorpanckast 061acTh 60 (9,6)
OpeHOyprckas 00J1acTh 59 (9,5)
Camapckast 00J1acTh 49 (7,9)
KpacHosipckuit kpait 43 (6,9)
Pecny6nvka Tatapcran 42 (6,8)
Tomckas 061acTh 40 (6,4)
AJTaiicKuit Kpait 36 (5,8)
VibssHOBCKast 00J1acTh 30 (4,8)
CaepuioBckasi 001acTh 30 (4,8)
YensionHcKast 001acTh 24 (3,9)
KpacHomapckuii Kpaii 22 (3,5)
Kuposckas obnactb 20 (3,2)
PocToBckast 06J1acTh 20 (3,2)
JlenuHrpaackas o6actb 16 (2,6)
HoBocubupckast o6actb 15 (2,4)
Pecnyonuka bamikoproctan 13 (2,1)
Boponexckas 06acTh 10 (1,6)
[TepMmckuit kpait 8 (1,3)
TiomeHcKast 00J1aCTh 7 (1,1)
OpiioBckast 001acTh 5(0,8)
MockoBcKast 06J1acTh 4(0,6)
Hwxeropozackast 06acTb 3(0,5)
SpocnaBckasi o6iactb 2(0,3)
Pecnyonnka Caxa — SIKyTust 2 (0,3)
Mpkyrckast o61actb 1(0,2)
Bcero 622 (100,0)

Hegponoeus, neiiponcuxuampus, ncuxocomamuka. 2025;17(5):11—20
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Kax B oOcienoBaHHBIX pernoHax Poccuiickoit Deneparun,
TPENCTaBIICH CIIEAYIOINMHY XapaKTepUCTUKAMMU:

— mipeobiananue XeHiuH (65,3%);

— MPEUMYLIECTBEHHO CPEAHUIN U CTApLIMIA BO3PACT — OT
55 ner (58%; puc. 1);

— 3HAYMUTeJbHAs JIUTEILHOCTD 001e3HM (52,3% — Gonee
3 ieT, 26,5% — ot 1 rona no 3 zer, 18,5% — Menee 1 ro-
na; puc. 2);

— VHBAJIUIHOCTh MMEIOT OKOJIO TOJIOBUHBI MAllMEHTOB
¢ MTI' — 48,7% (111 rpynny — 27,3%, 11 rpynny —
18,6%, 1 rpynmy — Tonbko 2,7%);

— Jpyrue XpoHu4eckue 3abojieBaHust umeroT 76% manm-
eHTOoB ¢ MI (HeBposiornueckue 3aboseBanust — 43,6%,
00JIE3HU CUCTEMBI KpoBoobpalueHus — 38,3%, sHmo-
KpUHHBIe 3a001eBaHusT — 25,4%, HapylIeHUe 3peHUsT —
14,6%, 60/1e3H1 OPraHOB KeJYI0YHO-KUIIEYHOTO Tpa-
kta — 12%).

[Nonasnsroniee 0OABLIMHCTBO NMaureHToB ¢ MI, Habawoda-

HOUUXCSL Y 8payeli-Heep010208, OXBAYCHbBI MPOMUILHBIM JICUCHUEM:

— 89,2% onpolleHHbIX yKa3a/i, YTO IPUHUMAIOT Ha3Ha-
YEHHBIE Mpenaparhbl;

— 4% OmNpoIIeHHBIX HEe MPUHUMAIOT Tpernaparbl, XOTs
OHU ObLTM Ha3HAYCHBDI;

— 2,4% onpollIeHHbIX He UMEIOT Ha3HAYeHWIl U HUYETO
He TIPUHUMAIOT;

— 2,3% oTKa3aJauch OT Ha3HAYeHHBIX TTPETIapaToB;

— 2,1% He wMerOT Ha3HAYEHWI, HO TIPUHUMAIOT YTO-TO
caMu.

Takum 06pa3zom, npernaparbl HA3HAYEHbI U TPUHUMAIOTCS
a0COMIOTHBIM OOJIBIIMHCTBOM OMPOILEHHBIX MYXYUH M JKEH-
LMH, NalMEeHTaMK1 Pa3HOTO BO3pacTa M C Pa3HbIM cTaxeM 00-
Je3nu (puc. 3).

Tak:ke akTyaJeH BOIPOC YIOBJICTBOPEHHOCTH MAI[MEHTOB
MoJiydaeMbIM JiedeHHeM (KaueCTBO Ha3HAvyaeMbIX JIEKapCTB,
OecriepeOOMHOCTL OOecIeueHrus MU, TTPoOJIeMbl 3aMEHbI Jie-
KapcTB U 1p.). BakHO MOAUEpKHYTD, UTO peamn3aiius 3TUX 3a-
Jlay B OTPOCe MalMeHTOB TPeOyeT BbIOOpa APYTUX METOIOB COO-
pa wHMopMaIuu, 6e3 TPSIMOTO y4JacTHsl Bpadeil-HEeBpPOJIOTOB,
KOTOpBIE MOTYT TIOBJIUSATH Ha OTBETHI.

[MpakTryecku KaxIblii BTopoii marmeHT ¢ MI™ McTbIThIBa-
€T CEroJIHS T€ WM WHBIE CJIOKHOCTH C JIEKAPCTBEHHO Teparu-
eil. He MCIIBITBIBAJIM CIOXHOCTEM ¢ NPO(PUIbHBIMU JIeKapCTBa-
mu 50,8% omnpoiieHHbix (puc. 4). [lepedou ¢ JekapcTBaMu, me-
PUOAMYECKOE OTCYTCTBUE HA3HAUYEHHBIX MIPENapaToB B alTeKe —
OCHOBHasl Ipo0JeMa, ¢ KOTOpPOii CTalKuBaiuch 36,6% orpo-
1meHHbIX nmauueHToB ¢ MIL JIpyrue mpoOjeMbl, ¢ KOTOPbIMU
CTaJIKMBAIOTCSI TALIMEHTBI: TMOJHOE WC-

BO MHOTOM 3aBUCUT OT YCTAHOBJIEHHOTO KOHTAKTa C Jie4allnM
BpayoM U JOBEPUS K HEMY.

KK, céasannoe co 300posvem, y nauuenmos ¢ MI, no dan-
noim anxemst. CaMOOIIEHKA COCTOSTHUSI 3I0OPOBBST Y TTAlIMEHTOB
¢ MTI noBosibHO BbIcOKa: 36% CUMTAIOT CBOE 3I0POBbE «XOPO-
mmm», 11,2% — «ommnyHbiM». Kak «Iioxoe» OLEHMIU CBOE
3nopoBbe 7,4%, a Kak «mocpeacTBeHHoe» — 45,5% ornpolieH-
HBIX. B KOHTEKCTe XpOHMYECKUX 3a00JIeBaHUIA OLIEHKY COCTOSI-
HMSI CBOETO 3I0POBbsI KAaK «IIOCPEACTBEHHOIO» BPSII JIM CTOUT
pacueHNUBaTh HETaTUBHO, 3TO CKOpee HeMTpasibHas KOHCTaTa-
us ¢daxra.

Bospacr, roabl:
<35

35-44
45-54
55—64
>65

Puc. 1. Bospacmmsie epynnot nayuernmos ¢ MT, %
Fig. 1. Age groups of patients with MG

MeHee rona Hazaj
OT roga 10 Tpex Hazaj

Bonee TPEX JIET Ha3al

3aTpyaHSIOCh OTBETUTD,
He MOMHIO

Puc. 2. /laumenvrnocms 3ab0n1e6anus
0m MOMeHma nosieaeHus nepevix cumnmomos MT
Fig. 2. Duration of illness from the onset
of the first symptoms of MG

Ye3HOBEHUE HYXXHBIX JIeKapcTB; 3aMeHa
npernapara Ha Ipyroi, Xyxe 1o KauecTBy;
TsKeJble Mo00UYHbIe 3(DGhEKThl OT MpU-
HUMaeMbIX MTpernapaTosB.

HepelenHble Bompockl Mo Jeye-
HMIO CBSI3aHBI C COMHEHMSIMUA B Ha3Ha-
YeHHOU JiekapcTBeHHOo# Tepanuu: 20,7 %
OIPOILIEHHbIX YKa3bIBalOT HA OTCYTCTBUE
BUIMMBIX DE3yJbTaTOB OT IpernapaTos,
Ha He yCTpauBalollie X Moadop U Tuia-
HUPOBaHWE BPauoOM Teparnuu («MHE BBI-

[Ipenapatbl Ha3HAYEHBI, U Sl TIPUHUMAIO UX 89,2

HpenapaTbI Ha3Ha4Y€HbI, HO MIPUHUMATbh UX
HEC IMOJIY4a€TCs IO pa3HbIM NMpUYMHaAM

IMpenaparbl Ha3HAYEHBI, HO sI OTKa3ayics OT HUX | 2,3

[IpenapaTbl He HAa3HAYEHBI, HO 51 YTO-TO 21
MPUHUMAIO caM (IT0 PeKOMEHAAIINN 3HAKOMBIX U TIP.) ’

[Mpenapatel He Ha3HAYEHDIL, U 51 HUYETO [ 5 4
8

4,0

He IPUHUMAIO

MUCHIBAIOT HE TO, YTO HYKHO») M OTCYT-
CTBME€ BUAMMOTO pe3yJibTaTa («Ipernapar
He TToMoraeT»). PellieHue aTux BOIpocoB

Hesponoeus, neiiponcuxuampus, ncuxocomamuka. 2025;17(5):11-20

Puc. 3. Hasnauenue u npuem npenapamoe npu MT (no muenuio nayuenmos), %
Fig. 3. Prescription and intake of medications for MG (according to patients), %
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Her, cioxHocTeii He ObL10 50,8

BriBaioT nepedou c jiekapcTBaMu

3aMeHWJIN TIperapaTt Ha aHaJIOTUYHBIA,
HO XYK€ KaueCTBOM, KaK MHE KaxeTCs

Hy)KHI)IX JIEKApCTB BOOOIIIE HET B HAJTUYUU

Y MeHs Tsikelbie To0ouHbIe 3 (HEeKThI
OT Ha3HAYEHHBIX MPETapaToB

HCKapCTBa MHE€ HE ITIOMOTraroT
C‘{I/ITa]O, MHE BBIITUCBIBAIOT HE TO, YTO HY>KHO

3aTpyaHSIIOCh OTBETUTH

Puc. 4. Pacnpedenenue omeemos na 60npoc 0 CA0ICHOCMAX C NOAYHEHUEM
mepanuu nayuenmamu ¢ MT 3a nocaednuii 200 (no muenuio nayuenmos), %'
Fig. 4. Distribution of responses to the question about difficulties in obtaining

treatment for patients with MG over the past year (according to patients), %

o 35 et 31,6 [ 443 [ 8.9 Sl
35—44 rona 41,0 [ 41,0 [ 9.0 -
45-54 rona 39,3 [ 38,1 [ 95 |60
55—64 rona 46,0 [ 36,6 5.0l 2.5

65 niet n crapue 55,6 [ 83 RS
[ Mnoxoe  [] Mocpencrsennoe [ | Xopomree [ ] Ouens xopoumree [ Ormnunoe

Puc. 5. Pacnpedenenue omeemog o camoouerke cocmosHus 300p08bs
vy nayuenmog ¢ MI paznoeco éospacma, %
Fig. 5. Distribution of responses regarding self-assessment of health status
in patients with MG of different ages, %

Tsxenble pu3MyecKre Harpy3Ku:
0er, TTOAHSITUE TSKECTei, CUJIOBOM CITOPT

TpoiitTu paccrosiHue 6onee 1 KM

[ToaHATHCS MEIKOM IO JIECTHULIE
Ha HECKOJIbKO IMPOJIETOB

[poiity paccTosiHUE B Iapy KBapTajioB

YMepeHHble (hu3nuecKkue Harpy3ku: nepeiBUHyTh
CTOJ1, MPOTBLIECOCUTD, COOMPATh IPUOBI-SATO/IbI

TTonHSTb WK HECTU CYMKY C MTPOLYKTaMU
Haknonutbesi, mpucecTb Ha KOPTOUKU

[poiiti paccTostHUE B OMH KBapTas

TToaHSTBCS MEIKOM IO JIECTHULIE Ha OUH MPOJIET

CaMoCTOSITEIbHO BBIMBITBCS, OACTHCA

[l 3uauwrenbHbie orpannyeHust || HekoTopbie orpaHiueHMst

[ Her orpannyennii

Puc. 6. Pacnpedenenue omeemos nayuenmos ¢ MI' na éonpocwt aniemul,
cés3anHble ¢ gusuveckum cocmosnuem, %
Fig. 6. Distribution of responses from patients with MG to questionnaire questions
related to physical condition, %

'TlalueHTbl MOTJIM BbIOPATh GOJIbIIE OMHOTO BADMAHTA OTBETA HA BOTIPOC, TIO3TOMY CyMMa MpPEBbI-
maet 100%.

INVESTIGATIONS AND METHODS

Ha ynyuymieHue B cocTossHUM 310-
POBBSI 3a MoceqHM Ton yKasanu 38,8%
OIIPOIIEHHBIX, HAa OTCYTCTBME H3MEHE-
Huit — 27,3%, Ha yxymuenuss — 34%.
CaMoolLIeHKa COCTOSTHUSI 310POBbsI, OYe-
BUJHO, 3aBUCUT OT BO3pacTa: OHa BbIIlIE
y Oosiee MOJIOABIX MAalLlMEHTOB W TMOCIe-
JIOBATEIbHO MAlaeT C yBeJIUYECHUEM BO3-
pacta (puc. 5; cpaBHEHUE pacrpenesne-
HUSI TIOKa3aresieil B rpymme a0 35 et
C MOKa3aTe/IsIMU B TpyIine 65 JeT U cTap-
1Ie CTaTUCTUYEeCKU 3HAYMMO, ¥*=81,2;
p<0001).

C yBeJIMIeHUEM UTUTETLHOCTHU 3a-
GoJIeBaHUST HE PACTeT YKMCIO yKa3bIBalo-
IIUX Ha YXYIIIeHUE 3I0POBbsI, a CTAHO-
BUTCS OOJIbLIIE TEX, KTO OTMEYAET CTa0u-
JIA3ALMI0 CBOETO COCTOSIHUSI. DTO KOC-
BEHHO MOXET CBUIETEJbCTBOBATH O IMO-
JIOXKUTENBbHBIX 3(heKTax OCyIIeCTBIsIC-
Moii Tepanuu nipu MI.

Ilpu MI OoneBoit cuHApPOM
B OOJIBIIMHCTBE CITy9aeB HUKAK HE BIIUSI-
€T Ha CaMOUYBCTBUE U HEe MeIIaeT 3aHU-
MaThCsl OOBIYHBIMU JIeJITaMU — 3TO MHe-
Hue 58,5% y4aCTHUKOB MCCIIEIOBaHMS.

IMauuentsr ¢ MI' peanucTUUHBL
B OLIEHKAaX CBOETO 3I0POBbsI, HO IpHU
5TOM HE UMEIOT M3JIULIHENH CKIOHHOCTU
K IpaMaTu3alu JUIHBIX TEPCIEKTUB:

— 60,7% ornpolleHHbIX HE CYUTa-
10T, YTO UMEIOT OTJIWYHOE 3M10-
pOBbBE;

— 44,6% He 0XUIAIOT, YTO UX 300~
pOBBE YXYAIIUTCS B ODKaliiiee
BpeMSI;

— 43,3% He cuuTalorT ceds Oosee
CKJIOHHBIMU K GOJIE3HSIM;

— 43% yTBepXKOAIOT, YTO KX 310PO-
BbE HE XyXXe, YeM y OOJTbIIUHCT-
Ba 3HAKOMBIX.

CamMoo00cy>KBaHUE U MTOBCEIHEB-
Hble MeJKHEe OBITOBBIE AeNa OCTaloTCsI
NOCTYIMHBI JIs1 TIONABISIIOLIETO 0OJb-
IIMHCTBAa nauueHToB ¢ MI: He umeroT
OTPaHWYEHUI B CaMOOOCITYXMBAaHUU OT
47% (MOMHATH M HECTU CYMKM C TIPOIYK-
tamu) 10 80% (caMOCTOSITEIBHO OIEThCS
U BbIMBIThCS). [loBcenHeBHast aKTUB-
HOCTb, CBSI3aHHAsI C yMEepeHHON (husnue-
CKOW Harpy3kom: akTMBHBIE JeJ1a MO0 A0-
My, TIOIBEM I10 JIECTHHUIIE B HECKOJIbKO
MPOJIETOB, MIPOryJIKa 6osee KUJIOMeTpa —
noctynHa mist 27—40% GonbHbIX MI;
33—40% yka3bIBalOT Ha MOsIBICHKE 31eCh
OrpaHUYeHUIl B CBSI3U C OOJE3HBIO
(puc. 6). HegocTynHbIMU 17151 OOIBIIMH-
ctBa manueHToB ¢ MI' aBnsrorcs Tsxe-
Jible (pu3nUYecKue Harpy3Ku — Oer, CUJIo-
BOI cropT (HET OrpaHUYeHUN BCETO
y 11,4%).

16 Heeaponoeus, neiiponcuxuampus, ncuxocomamuka. 2025;17(5):11—20
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MHorux nauueHToB ¢ MI' TpeBOXUT UX pU3NYECKOE CO-
crosHue: 56,3% OIpolIeHHBIX B OTBET Ha Bompoc «4YTo TpeBo-
KUT Bac B XU3HU GoJibliie BCEro B CBSI3U C 0OJIE3HBIO?» YKa3bl-
BaJIM Ha pa3TUIHbIe TUCHYHKIIMYA OpraHu3Ma. Yarre mammueHTsl
OTMEYaloT y cebsl Cpa3y HECKOJIBKO BbI3bIBAIOIIMX OECITOKOMCT-
BO CUMNTOMOB Oosie3Hu. Hanbosee pacrnpocTpaHeHHBIM BbI3bI-
BalOIIMM TPEBOTY CHUMIITOMOM SIBJIsIeTCSl ciabocTh. Jpyras
rpyInmna TpeBor — 3TO cTpax OyAylLIero: CTpax BO3BpallleHUs] CUM-
MTOMOB W PUCK OCTaThCs1 0€3 MOMIEPKKU U B CUTYallMU HECIIO-
COOHOCTH pelllaTh CBOU 3a1aun. TpeThsi rpyIina TpeBOT MalueH-
TOB OTpaXkaeT MCUXOJOTMYECKYI0 PEAKIIMI0 Ha BhI3BAaHHbBIC 0O-
JIE3HBIO U3MEHEHUSI B KU3HU — HEBO3MOXHOCTb XWUTh TTOJTHO-
LIEHHO, KaK paHblle, HeOOXOMUMOCTb JICUUTHCST TIOKU3HEHHO,
dpycTpanuio u crpecc, ¢ 3TUM cBsi3aHHbIe. Cpeny CUMIITOMOB
MI, BiusIONIMX Ha 3MOLMOHATBHOE COCTOSIHME ITallMeHTOB,
Ha TIEPBOM MeCTe CJIab0CThb M OBICTpasi YyTOMJISIEMOCTb, 3aTeM
HapyleHus Oynb0apHbIX GpyHKIMit (puc. 7).

[To maHHBIM ompoca, pojeBoe (PYHKIMOHUPOBAHUE Ma-
1ueHToB ¢ MI 3aBuCHT OT PU3NYECKOTO, MEHbILIE — OT AMOLIM -
OHAJIBHOTO COCTOSIHUSI. 3aTpyJHEHUS B TIOBCEIHEBHON Jesi-
TEJILHOCTH TO NMPUYKUHE (HU3NUYECKOTO COCTOSIHUS B MIOCIIEIHME
4 uen ucnbIThiBaid 50—57% ONpPOIIEHHBIX, MO MPUYUHE SMO-
LIMOHATBHOTO COCTOSTHUST — 39—46% OTPOIIEHHBIX TAIIUEHTOB
¢ MI. He uchbIThIBaIu SIBHOTO OTPAaHUYMBAIONIETO BIMSTHUS
busnyeckoro wiM 3MOLMOHAIBHOTO cocTostHus 37% ornpo-
IIEHHBIX.

KoK y manueHTOB, TOJyJalolmrX JeKapcTBEHHYIO Tepa-
nuio st iedeHnst MI, 3aMeTHO BBbIIE, YeM Y TeX, KTO 10 pa3-
HbBIM MPUYMHAM He ToJyyaeT NpoduiIbHOE JeYeHUe:

* [IpuHuMaromue JyiekapctBa oT MIT maumeHTHI Bblllie
OLICHMBAIOT U3MEHEHUSI MTOCIIETHErO rojla B COCTOSTHUM
CBOETO 3I0POBbsl. YKazalyd Ha YJy4IICHUE 310POBbsI
40,8% npuHUMAIOIIMX Mpernaparsbl 1 22,2% He MpUHU-
MaloILKX Mperaparhl. YKa3aau Ha yXyALIeHUEe 310POBbsI
32,2% cpenu nmpUHUMAOIIMX U 52% cpenu He IMPUHK-
MaloIuX TIpernaparsl (pa3jaudue pacrperesieHusT To
x*=3,84; p<0,05).

[MpuHUMaromve Tpernaparhsl MalMEeHTHl pexe yKa3biBa-
IOT Ha IIOXO€ CaMOYYBCTBUE: B IPOILNEAIINNA MECSII
YYBCTBOBAJIM ceOsI M3MYYeHHBIMU PEIKO WJIM HUKOTIA
62,7% cpenu MpUHUMAIOIIMX TIpernapaTsl 1 38% cpenu
He MPUHUMAIOLIMX MPEenapaThl.

IMauueHThl, MPpUHUMAIOILKE MpeTapaThl sl JIeUeHUsI
MI, pexe HepBHUYAIOT: 45% NMPUHUMAIOIIKX IIperapa-
Tol U 27,8% He NPUHMMAIOLIMX MX YKa3aJld <«PeIKO»
WM «HU pasy» (CWJIBHO HE HEPBHUYAIM 3a TIOCTICIHUE
4 Hem).

[ManenTsl, MpUHUMAIOIINE TIPENapaThl I JICUSHUS
MT; yaiiie 4yBCTBYIOT c€0s1 00pO: B OOIIEH CIIOXHOCTH
00 aTOM TOBODPAT 44,4% TPUHUMAIOIINUX TIPEeTapaThl
u 34,4% He MPUHUMAIOIINX UX.

[MamuenTsl, MPUHUMAOIIXE MpenapaThl Ul JIeYeHUs
MI, He3HAUMMO yYallle OKUIAIOT YXYIIICHUIA B 310POBbE
[0 CPAaBHEHHUIO C TEMH, KTO He IMoyiydyaeT npoduibHOe
JIeYeHME: HE OKMAAIOT YXYIIIEHUS 310pOBbs 46% 1oiy-
yaoIIMX mnpernapatbl 1 37% He mojydaiommx (puc. 8;
3HaUEHME pacrpeneeHus 1o ’ 1Mo Tadbauiie 2x5 cocra-
piser 20,4; p<0,01).

Hnoexcot ouyenku xawecmea xcusnu no onpocuuxy SF-36.
ITo naHHbIM onpocHuKa SF-36, npu MT' cpaBHUTEJIBHO MEHb-
1IIe IPYTUX CHUKAETCS TTOKa3aTeNlb «COIMaabHOe (DYHKITMOHU-
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pOBaHME YeI0BeKa» — BOZMOXKHOCTH B3aUMOJICCTBUS C JTIOIb-
MU (MHIEKC COLMATbHOTO (DYHKIIMOHUPOBAHUST — 66), B MCHb-
LIEd CTENEeHU — MHIEKCHI ICUXUYECKOro 310poBbs (60) 1 po-
JIEBOTO (DYHKIIMOHUPOBAHUSI, O0YCIOBICHHOTO 3MOIIMOHAIb-
HbIM cocTosiHueM (56,7). Huxke apyrux mpu MI okaszanuch
MHIEKCHI, CBs3aHHbIE C (DU3UUYECKUM COCTOSIHUEM: POJIeBOE
(yHKLMOHUPOBAHUE, OOYCIOBICHHOE (PU3MYECKUM COCTOSI-
HUEM 310pOBbsi (46), obuiee cocTosiHUE 310pOBbs (46,6)
U XU3HEHHasl aKTUBHOCTH (50) — 3TM MHAEKCHI UMEIOT CaMble
HM3KUE 3HAYEHMS, 3HAYMMO OTIMYAIOLIMECS OT KOHTPOJS
(Tabu. 2).

Wnpexc dusudeckoro pyHkimonuposanus (60,3) oka-
3aJICs BBILIE MHIEKCA «poJieBoe (PYyHKIIMOHNPOBAHUE, O0YCIIOB-
JIeHHOe (hU3MYecKUM CcocTosiHeM» (46). MHBIMU CllOBaMH,
cBoe (puznyeckoe PyHKIITMOHMPOBAHKE B TIOBCEAHEBHOM KMU3HU
nmanueHTsl ¢ MIT olleHUBAIOT BhIIE, YeM BO3MOXHOCTH 3aHU-
MaThbCsl TIOBCETHEBHOM NIESITEIbBHOCTBIO B CBSI3U C (DU3UUECKUM
COCTOSIHMEM. DTO ellie pa3 MoAYepPKUBACT BIUSHUE TMarHo3a Ha
BO3MOKHOCTb BBITTOJIHEHUST T€X UM MHBIX POJIe: COXpaHEHUe
poJieii, CBSI3aHHBIX C AESATEIbHOCTBIO, 0KA3aJI0Ch CAMBIM CJIOX-
HBIM JJI4 YesI0BeKa ¢ nuarHosom MIL

Wuterpanbhbie unaekcbl KK npu MI 61u3ku npyr apyry
10 3HAYCHUSM (MHAEKC TICMXUYECKOTO KOMITOHEHTA 3[I0POBbSI —
43,2, uHIEKC (PUBMIECKOrO0 KOMITOHEHTa 3I0poBbsT — 42,2),
HO 3HAYUTEJIbHO HUKE KOHTPOJIbHBIX TTOKa3aTesei (CM. Tadt. 2),

Cnaboctb 24,0
BricTpast yToMisieMoCTh
3aTpyaHEHHBIC TJIOTAHUE, XKEBAHUE
IITo3

3aTpyaHeHHas pedb, HAPYLICHUS peur
JIBoeHMe B ri1a3ax

Bonp

Puc. 7. Pacnpedenenue omeemog nayuernmos ¢ MI'
Ha eonpoc ankemol «Kakue cumnmoms: mpegodicam
Bac BOJIBIIIE BCEIO 6 ces3u ¢ 60ae3Hbt0 2»

Fig. 7. Distribution of responses from patients with MG
to the questionnaire question ‘Which symptoms bother
you THE MOST in connection with your illness?”’

TIpenapaTbl Ha3HAYEHBI
Y IPUHUMAIOTCSI
TTpenapaTst

He IPUHUMAIOTCSI

209 [ 271 [ 236

18,5| 25,9 | 27,8 24,1

[l 3HauuTENIbHO JIyyllle, YeM rofl Has3al

[[] Heckonbko nyuiie, yem roi Hasas

[[] bBe3 uzmeHeHuUit — MPUMEPHO TaK e, Kak rojl Ha3aj
[l HeckoabKo xyXe, 4eM rof Ha3ai

Bl Topasno xyxe, 4eM TOI Ha3al

Puc. 8. Pacnpedenenue omeemos na éonpoc ankemor «Ouenka
UsMeHeHUll nocaedHe20 200a 8 COCMOAHUU 300P08bs NAUUEHMAMU,
NPUHUMAOWUMY U He npuHUMalowumu npenapamot om MI»
Fig. 8. Distribution of responses to the questionnaire question
‘Assessment of changes in health status over the past year
by patients taking and not taking MG medications’
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Kak ¥ 1mokazatenu Gu3ndeckoro GyHKIIMOHUPOBAHUSI, POJIEBO-
10 pu3nIeckoro (GyHKIIMOHUPOBAHMS, )KM3HECITOCOOHOCTH.

Oobcyxnenne. MI' — 01HO 13 pacpoCTpaHEHHBIX ayTOMM-
MYHHBIX 3a00JIeBaHUII HEPBHOI CUCTEMBI, TATOTEHE3 KOTOPOTO
CBSI3aH C MOSIBJIECHUEM aHTUTEJ K CTPYKTYypaM CUHAIICOB, OJIOKM -
pYIOILIMX HepBHO-MbILIEYHYIO0 nepenauy [7]. Mcnonb3oBaHue
CrelMaaIu3MpOBaHHOIO MAaTOreHETUYECKOro JICYEHMS, B YacT-
HOCTM aHTUTe] MPoTUB C5-KOMITOHEHTa KOMILJIEMEHTa, CYIle-
CTBEHHO YJIy4IlIaeT ITPOTHO3 MPU TSKEJbIX (hopMax 3Toro 3a60-
neBaHus (4, 5]. ISt OLIGHKW COCTOSITHMS TIAalIMEHTOB U HaIlpaB-
JICHWT pa3BUTHS CTICIIMATN3UPOBAHHOM ITOMOIIHN OOJIBIIIOE 3HA-
YeHME UMeeT MEINKO-COIMATbHBIN aHAIN3 CTPYKTYPHI TOTTYJIS -
IV TTAIIUEHTOB 1 olleHKa nx KK xak omHOTO M3 Kputepues a¢-
(EKTUBHOCTHU MTPOBOIMMBIX JICUYEOHBIX BO3ICHCTBHIA.

B HamreM 6oJIbIIIOM UCCIeI0BAaHUM C ydacTUeM 662 maru-
eHToB ¢ MI' u3 26 permoHoB Poccuy BBIICHUIIOCH, YTO CPEIM
6osbHBIX MI npeobianatoT XKeHIIMHBI, JIN1A CPEIHETO U MOXU -
JIoro Bo3dpacrta. Bunumo, 1anuTeNbHOCTb XXM3HU My>KUuH B Poc-
CMU He TO03BOJISIET CpaBHUMBATh HAIlIM TMOKa3aTeJu ¢ 3amaaHoii
EBpomnoii u CeBepHoli AMEpHMKOIi, T/Ie CYIIECTBEHHBII TPUPOCT
MaleHTOB HAOIIOMAETCS 3a CYET MYKUYMH TTOXKUIIOTO BO3pacTa
[8, 9]. MHBanMIHOCTh MMEIOT TOJIHKO ITOJIOBMHA TIAllMEHTOB,
TIPU 3TOM JIpYTHE XPOHMUYEeCKNe 3a00IeBaHuUs — MTOYTH 2/5 AL~
eHTOB ¢ MI, uT0, BEpOSITHO, CBSI3aHO C YBEJIMYEHUEM BO3pacTa
maneHToB. MIT MMeeT OTHOCUTENIEHO OJIATOTIPUSITHOE TeUSHUE:!
MeHee TIOJIOBUHBI MMEIOT KaKylo-T100 TPYIITY WHBAJTUIHOCTH,
U3 HUX MUMHUMAaJIbHOE unciio — [ (Hepabouylo) rpyniy MHBaIu/I -
Hoctu. [Tout 90% manmenToB ¢ MIT oxBaueHBI JIeKapCTBEHHOMI
Tepanueii, Ho HEBO3MOXKHO YTOUHUTh, KaKOIi; CKOpee BCero, 3To
cUMIITOMaTUYecKasi Teparus U IIIOKOKOPTUKOUAbL. TeM He Me-
Hee Y MOJOBUHBI MAllMEHTOB UMEIOTCS MTPOOIEMBbI C MOJTYYeHU -
€M BBIIIMCAHHOW MM JIEKApCTBEHHOW TEpaIluu.

OlieHuBas TIOJIydYeHHBIE B UCCIeI0BAaHUM LIUGPHI OXBaTa
JIEKapCTBeHHOM Teparueil mpu MI, BaXXHO TTOTYEPKHYTh 0CO-
OCHHOCTbH OIPOIICHHONW COIMAIbHOI TPYIIIBI: 3TO IMAIIUEHTHI,
yKe TIOIaBIIKe Ha IMPUEeM K HEBPOJIOTY U OMPOILICHHBIC UM 3Ke
B KabuHeTe. HackoabKo MHOTO JItofieli C 3TUM JUAarHO30M He J10-
XOJIAT JI0 KaOWHeTa Bpavya 1 He TI0JyJaloT JIiedeHre — BOTIpoC Oy-
MYLIUX UCCIEAOBAHUIA.

NHTepecHbIM saBsgeTcs: (akT CHUXEHUST (BEpOSITHO,
OIOCPEIOBAHHOI0) TMoOKa3aTejeil MCUXUYECKOTO0 COCTOSTHUS
MaIMeHTOB, CBSI3aHHOTO C PAa3IMIHBIMU (PU3NISCKUMU HAPY-
IIEHUSIMU, OCOOEHHO CO CJIadOCThbI0 M YTOMJISIEMOCTBIO,
a TaKXe CO CTpaxoM Oyayliero: 00si3HbIO BO3BpalLEHUSI CUM-
MTOMOB U PUCKOM OCTaThCsl 6€3 MOAAEPKKHU U B CUTyaLlUU HE-
CMOCOOHOCTHU pelllaTh CBOM 3adauyu. TpeThbs Ipyrmna TpeBOT
MalMEHTOB OTpaXkaeT IMCHUXOJOTUUYECKYI0 pPEakLMI0 Ha BbI-
3BaHHBIC 00JIE3HbIO U3MEHEHUS B XKM3HU — HEBO3MOXHOCTh
KUTh TTOJHOIIEHHO, KaK paHbllle, HEOOXOAUMOCTD JICUMTHCS
MMOXM3HEHHO, (PpYyCTpallMio M CTPECC, ¢ OTUM CBsSI3aHHBIC.
Cpenu cumntoMoB MI, BIUSIOIIMX Ha SMOIMOHAJIBHOE CO-
CTOSIHUE MalKUEeHTOB, HA MEPBOM MeCTe CJIa00oCTh U ObICTpasi
YTOMJISIEMOCTb, 3aTeM — HapylleHus OyJbO0apHbIX (PYHKLIUA.
[To nanHBIM ompoca, pojeBoe GyHKIIMOHUPOBAaHUE MallUeH-
TOB ¢ MI 3aBucUT OT (pU3UUYECKOTO, MEHbIIIE — OT IMOIIUO-
HaJBbHOTO COCTOSIHUS.

Y npuHUMAIOIIMX PEryJsipHYIO JIEKapCTBEHHYIO Tepa-
MU0 MHOTHE MoKa3aTeJy 3aMETHO JIydllle, YeM Yy HeJIeUeHBIX,
B TO X€ BpeMsI TaHHBII OMPOC HEe MO3BOJISIET YTOUHUTD, KaKue
npenapaTbl MoJydyaroT namueHThl. KXK manueHTOB CBSI3aHO
B TIEPBYIO Oouepeab ¢ UX (PU3NIECKUM COCTOSHUEM, YTO OTME-
YaT OOJBIIMHCTBO MAllMEHTOB, OTBeYasT Ha pa3HbIe BOIIPOCH
AHKETBI, IPUYEM YeM CTapllie MalUeHT, TeM OOJIbIIIe Y HETO BO-
MPOCOB O COCTOSIHUIO 3I0POBbSI, UTO, BEPOSITHO, CBSI3aHO HE
ToJIbKO ¢ MI, HO U ¢ KOMOPOUIHOI BO3paCTHOM MATOJOTUEH.
Onenka no mkaje SF-36 moarsepaunia, 4To peniaroiiee 3Have-
HUE UMEIOT (PU3UUYEeCKOe COCTOSTHUE U (pU3ndecKoe (PYHKIIMO-
HUpOBaHUE, BJIMSIONIME Ha TCUXOJOTMYECKHWEe KOMIOHEHThI
oueHku K2XK.

CHumxenue KK nauuentoB ¢ MI, cBsg3aHHOe ¢ Hapyle-
HUSIMU ABVKEHUI U TIOBBIIIEHHOW YTOMJISIEMOCTbIO, OTMEUEHO
U B Apyrux uccienoBaHusx [10—12], Hampumep B MCCleaoBa-
HuU, ocHoBaHHOM Ha peructpe MI' B CILIA (Myasthenia Gravis
Foundation of America's MG Patient Registry) ¢ yuactuem 799
MallMEHTOB U MCIIOJIb30BaHMEM clielnpurueckoil mkanasl MG
QOL 15-item scale (MG-QOL15) [10].

B uccnenoBanuu, nposeneHHoM B [losibliie, aBTOpbI UC-
MOJIB30BaJIM, KaK M MbI, Heclenuduieckuii onpocHuk SF-36

[12]. Kak u B Haliem uccie1oBaHUU, OT-
MEUEHO 3HaUMMOe CHUXXEeHHUE ToKa3are-

Ta6auua 2. Pesyasvmamor nekomopuix noxkasameneit KX no onpocnuxy JIeit Kak (pU3UYecKoil aKTUBHOCTU U (pu-
SF-36 y nayuenmoeé ¢ MI', 3nauumo omauvarowuecs 3MYECKOr0 POJIEBOrO (YHKIIMOHMPOBA-
om KOHMpPOAbHbIX nokazameneii (Konmpoau u3 [6]) HUSL, TAK U [ICUXOJIOTMYECKO aKTHBHO-

Table 2. Results of some QoL indicators according to the SF-36 CTH, 1axe 0oJjiee BhIpaXKeHHBIE, YeM B Ha-
questionnaire in patients with NMOSD significantly 1IeEM UCCJIEIOBaHUMN. ABTOpBI OTMEYaroT
different from control indicators (controls from [6]) IPSMYIO CBA3b MEXIy TKecTblo MT

Hoxasaremt IMausentst ¢ MT TR U BBIPAXXEHHOCTHIO KaK (hM3MYECKOTO,

(n=622) (n=150) TaK U TICUXOJOTMYECKOTO KOMIIOHEHTa

K2K [12]. Takxxe yxyalieHue rokasare-

Dusnueckoe GpyHKUMOHUPOBAHNUE 60,3* 85,4 neit KK o wkane SF-36 Ob110 3Ha41MO

Ponesoe dusnyeckoe hyHKIMOHUPOBaHUE 46,2* 61,9 CBA3AHO C MOBLIICHNCM BO3PACTa M yBE-

JIMYEHMEM MaccChl Tejla malueHToB [12].

KuzHecroco6HOCT 49,9* 57,3 B Hamem mccienoBaHUM TaKKe OTMeYe-

HO HapacTtaHue usMeHeHuit KoK npu MI'

O0111ee COCTOSTHHE 3I0POBbSI 46,6 67,0 NpH HAPACTAHMM BO3PACTA TALMEHTA
M HzeKC TICHX0OTMYeCKOT0 KOMITOHEHTA 310POBbS 43,2% 58,0 u Tskeetn MIL

B monynaaumoHHOM KOTOPTHOM

MHuexe Gpu3nueckoro KOMIOHEHTA 310POBbSI 42,2* 59,5 CPaBHHUTEJNBHOM HccienoBaHuu [13]

Ilpumenanue. * — CTaTUCTUYECKH 3HAUMMOE OTJIMYME OT KOHTPOJIbHOI rpymibl (p<0,05).
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¢ yuactueMm 858 mauuenTos (373 uz Hop-
Beruu u 485 u3 HupepnaHmoB), Takxke
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¢ UCTOJIb30BaHUeM MiKaibl SF-36, oTMeueHO HeraTMBHOE BJIU-
sHre MI Ha paznyHble aceKThl OJ1aronoayuus, Bkiatovas Gu-
3UYECKOE, TICUXOJOTUYECKOEe U CollMaibHOE 310poBbe. Cpel-
HUM GU3NYECKUI KOMITJIEKCHBIN Oat coctaBui 59,4 (y Hac —
42,2, B KOHTpoOJe — TONbKO 59,5), a mcuxudyeckuii — 69,0
(y Hac — 43,2, B kKoHTpoJie — 58,0), 0e3 pa3januuii Mexay crpa-
HaMM — y4JaCTHUKaMu 3Toro rnpoekra [13]. Otinuue ot poc-
CUICKHX TaHHBIX MOXET OBITh CBSI3aHO KaK ¢ ceJIeKIreil bonee
TSDKEBIX TaleHToB ¢ MI, Tak U ¢ 0COOEHHOCTSIMU OTHOIIIE-
Hus Kk KK, cBsizdaHHOMY ¢ MeIMKO-COLUMAIBHBIMU (DaKTOpaMu
W YIOBJIETBOPEHHOCTHIO JieueHreM [11] (B HalIeM MccienoBa-
HUHW TIOYTH MOJIOBMHA MMAIlMEHTOB UMEJIU IMPOOJIEMBI C TIOJTyde-
HUEM JieKapcTBeHHOU Tepanuu). [1o maHHBIM 3TOTO MeTaaHa-
nm3a, cpenHuit obwmwmii O6ay KK Obul HUXKE y MalUeHTOB
¢ OyiabbapHBIMU U TeHEepaIu30BaHHBIMU CHUMIITOMaMU
(p<0,001) Mo cpaBHEHMIO CO 3A0POBBIMU KOHTPOJIbHBIMU JIH-
1laMU C TIONPaBKOM Ha IMOJ U BO3pacT (UTO COBMAAAET C HAlllU-
MU JIaHHBIMM), HO HE Y TMallMeHTOB ¢ O(TaTbMOJIOTMYECKUMU
CUMIITOMaMU WJIM MALMEHTOB B cTaauu pemuccuu [13]. MHo-
roakTOpHbIM aHaJIKU3 MOKa3aJl, YTO XXKEHCKUIA T0JI, FeHepaiu-
30BaHHbIE CHMIITOMBI M TIPUMEHEHHWE CHJIBHBIX MMMYHOJE-
MpeccaHTOB Ha MOMEHT TECTUPOBAHMS SIBISIOTCA (DaKTopaMu
pucka cHmkenust KK mo SF-36 [13].

B 6im3kom 1o au3aiiHy MCCIeIOBaHWU, IMPOBEICHHOM
B Kurae, Taxke ¢ ucrionbp3oBanrem SF-36, ObLIO OTMEUEHO, YTO
K2K mpu MI' 3aBUCUT OT BO3pacta M TSKECTH 3a00JIeBaHMS
(B HamieM ciiydyae — OT HAJIWYUST WHBAJIMIHOCTU) W HATAYIUST
TICUXOJIOTMYECKOT0 paccTpoiicTBa. Hammuwme nenpeccun cBsiza-
HO ¢ 6oJiee HU3KMMM MOKa3aTeJsIMU 10 MHAeKcaM (pru3ndecKko-
ro Y TICMXOJOTMYECKOTO KOMIIOHEHTOB 3J0POBbsI, B TO BpeMs
KakK TMOXUJIO0 BO3pacT ObLI 3HAYMMBIM (haKTOPOM, MMEIOIIUM
MPOrHOCTUYECKOE 3HAYCHUE IJIs1 00Jiee HU3KMX IoKasareseit mo
Bcem mkanam K2K, ocobeHHo mcuxonorudyeckum [13]. O630p
nessitu uccnenoBanuit KK npu MI' nokasan, uro npu MI ume-

ercsl 3HauuTeapHoe cHkeHne KK, ocobeHHo ero puznyeckoi
cocrasistoneit [14].

B T0 ke BpeMst Ha (hoHe crienndUIecKoil Teparmy NHT -
outopamu C5-KOMITOHEHTa KOMILIEMEHTa (3Kyau3ymal, paBy-
Jnr3ymad) v ApYyruMu crnetndrudecKuMU rpenapataMmu BO3MOXK-
HO 3HauMMoOe MoBbllIeHUe Tokasareneir K2K, cBsizanHoro co
310poBbeM, y nauueHToB ¢ MI' [15—19]. Tak, npu uccienosa-
Hun K2K ¢ ucnonp3oBaHueM ompocHUKoB Myasthenia Gravis
Quality of Life 15-item revised (MG-QOL15r) u EuroQoL 5-
Dimensions 5-Levels (EQ-5D-5L) B paMKax MexXIyHapOIHOTO
HCcclieIoBaHUs ¢ yuactreM HeBpoJioroB u3 Mramum, CLLA, Ka-
Hansl, Cepoun, LBeiiiapuu u HunepianmoB oTMedeHO 3HAUN -
Moe yiydiiieHre nokasareseir KK yxe B mpenenax 4 Mec crienu-
(buueckoii Tepanuu [16]. Bce 310 yKa3biBaeT Ha HEOOXOAMMOCTD
paHHEero BKJIIOUEHHUs BBICOKOA(hdOEKTUBHON MMaTOreHeTUIeCKOI
Teparnuu, B YaCTHOCTM COBpPeMeHHBIMU WHrubOutopammu C5-
KOMIIOHEHTa KOMIUIeMeHTa, Wis yaydineHus: KK u mporHosa
naureHToB ¢ MI' [15]. Hanpumep, paByan3ymad yaydiimi 1mo-
Kaszatenu wkabl «[loBcenHeBHast akTUBHOCTb» Ipu MI™ u apy-
re mapametpbl KK yxe B mepuon 10 26 Hej, Kak 1OKa3aio Kc-
caenoBanne CHAMPION MG, a TakxKe ero OTKpbITOE MPOI0I-
JKEHUe, TIPU 3TOM MOTIOJTHUTENIbHOE MPEUMYIIeCTBO 3aKiIova-
JIOCh B BOBMOXHOCTH BBEIEHUs Tpernapara Kaxmaeie 8 Hem [18,
19]. Takoii pexxuMm TipreMa, BEPOSTHO, TIOBBICUT TTPUBEPKEH-
HOCTh TAlIMEHTOB JIEUEHWIO U, CJIeIOBATEIbHO, KauyeCTBO WX
XU3HU. BHeapeHne MHrMOMpoBaHMST KOMIUIEMEHTA CYIIIeCTBEH-
HO U3MEHMT TPaIUIIMOHHYIO cTparteruto jeyeHuss MI [20].

3akmoyenue. [1o pesynbrataM MCCIeIOBaHUST OTMEYEHO
3HauUMMoe CHUXeHue rokaszateneil KK nmpu MI, B nepByto oue-
penb — pu3nyecKoro KOMIMOHEHTA U, BTOPUYHO, MICUXOJIOTAYe-
CKOTO 310pOBbsi. Bce 3T0 yKa3biBaeT Ha HEOOXOAUMOCTb PaHHE-
ro Hayajia BbICOKO3(P(EKTUBHOI MAaTOreHEeTUYECKOM Teparuu,
B YAaCTHOCTU COBpPeMEHHBIMU MHTHOUTOpamMu C5-KOMITOHEHTa
KOMTILIEMEHTA.
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