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Yxopa 3a getbMu
¥ nogaepXka
NOAPOCTKOB C
MUACTEHUEN FPABUC

HcTopHs KaXki0ro
pebeHKa U TeueHUe
TaKoro 3aboJieBaHHUS,
KaK MHUaCTeHUs TPaBHC,
YHUKaJbHBL O6111e
BOIIPOCHI, U3JI0KEHHbBIe HIDKe,
TIPe/ICTaBJIAIOT CO60M I10/Ie3HbIe
PpeKoMeHfIaITuH, KOTOPhIe CIefyeT
YYUTHIBaTh B KOHTEKCTe 00IIero COCTOSHUSI
3/I0POBbS U ITOBCeTHEBHOM KU3HHU Balllero pebeHKa.
Jledaniyii HEBPOJIOT Balllero pebeHkKa 0y/1eT OTIMYHBIM
HCTOYHUKOM HHOOPMAaIUH U IIOMOIIHA. AMEePUKaHCKUNA
¢onz MuacteHuu rpasuc (MGFA) Taxoxe rOTOB
TIpe/I0CTaBUTh HEOOX0AUMYI0 MHGOPMAIIHIO 1

TIO/I/IEPIKKY.

Pexxum gHAa

1. Pery/IapHBIN COH. Pery/IsipHBIN U KaueCTBeHHBIN
COH II0JIe3€H JIJIS1 YIIyUIleHUs 3[0POBbsS Ka>KH0T0
yesioBeKa. OHAKO /I ITAIJUEeHTOB C MUAaCTeHUen
TPaBHC 3TO 0CO6EHHO Ba>XKHO.

2. OTABIX IO pacuMcaHuIo. [IITaHupoBaHUe IIePUO0B
OT/IbIXa B TeUeHMe HaIIPSDKeHHOIO JHs WX HelleJIn
SIBJISIETCS OYeHb I10JIE3HBIM JIJIS ITaI{HeHTOB C
MUacTeHHer rpaBuc. HampuMep, peKoOMeH/yeTcs
usberaTb HasHa4YeHUs IIpasfHUYHBIX MePOIIPUATUH,
TaKHUX Kak IIpasfHOBaHUE JHI POXKAEHHs, Ha TOT JKe
JleHb, UTO U 3aHATH I10CJIe YPOKOB.

3. lIkos1pbHAaA >KU3HB. HeoduiinaibHble 6ecebl
C IIpe/ICTaBUTESIMU IIIKOJIB], IIJIaH U3MeHeHUN
B COOTBETCTBHUHU C paspesnoM 504 3akoHa «O
peabrmmranum» 1973 roga Wik HHIUBUYaIbHBINA
IUIaH 00y4YeHUs B COOTBETCTBUU C defiepalbHBIM
3akoHOM 108-446 — Bce 3TO CIIOCOOHI afjalITaIluU
IIKOJILHOTO PACIHCaHUs pe6eHKa B COOTBETCTBUH
C ero MeJUITUHCKUMHU II0TpebHOCTAMU. bostee
IOoAPO6HYI0 HHGOPMALMI0 MOXKHO HalTH Ha HallleM
Beb-caiiTe myasthenia.org.

ITpy He06XOLUMOCTH MOKHO MHOTO€ C/iesIaTh,
4TOOBI IIOZIepsKaTh B ydebe eTeli ¢ MUaCTeHUen
rpaBHC. K TaKUM H3MeHeHHUAIM OTHOCSTCS:
U3MeHeHMe TpeboBaHUM K ypoOKaM QU3KYJIbTYPbI
(HampuMep, MOJUGUIIPOBaHHA IIpOrpaMma
$H3HUUeCKOI aKTUBHOCTH UJIK BpeMeHHOe/



JIOJITOCPOYHOEe 0CBOOOJK/IeHHe), ITI03[JHee HavuaJlo
y4eOHOT0 JHS, UCII0JIb30BaHUE JIUYTOB MEXIY
JTa’kaMU, OpraHu3anys TPaHCIIOPTUPOBKU B IIIKOJLY,
IIpe/iocTaBJIeHHE JJOIIOJIHUTEILHOTO BpeMeHH Ha
IIepexof B APYroi KiIacc MeXky ypoKaMu, obeclieueHue
BTOPOI0 KOMILIEKTa YUeGHUKOB [JI1 XpaHeHUs oMa,
9TOOBI U36eKaTh HOIIIEHUS TSDKeJIbIX PI0K3aKOB,
yMeHbIIIeHYe KOJINYeCTBa IIOBTOPEHUH B pellleHUHN
MaTeMaTHUUYeCcKUX 3a/ja4, IIpe/locTaBJIeHHe OCTyIa K
KOMIIBLIOTEPY /1L Pa6GOTHI B KJIacce MM CLAYU TeCTOB,
u3MeHeHNe BpeMeHHU IIpueMa IIUIy/obesa, a TakKe
IIpeflocTaBjIeHUe IIPU He0OX0JUMOCTH YCIIyT OPTOIIe/a,
¢usHoTepaneBTa UIH JIOTOIlefa. B 3aBUCUMOCTH OT
WHAVBUyaJIbHBIX IOTPeOHOCTEH Balllero pebeHka
MOTYT IIOIOMTH BCe 3TH U3MeHEeHUs WU HU OJTHO U3
HUX.

MepgunuunHckue npenapdarbl

1. Ba)KHOCTB J03HPOBKH H BpeMeHH IpHeMa.
CxeMa IIpHeMa JIEKapCTB, KOTOpas JIydIlle BCero
TIOZlOMIeT BallleMy pe6eHKY, 3aBUCHUT OT ero PocCTa,
THUIIa MUACTeHUH, CTaUU 3a60IeBaHUs U JPYTUX
ocobeHHOCTeH 3710poBbs. [locie TOro Kak oyzeT
oIIpefiesleHa OIITHUMAaJIbHAsI CXeMa, Ba>KHO CTPOTO
Co6JII0ZaTh Ha3Ha4eHHYI0 03UPOBKY U BpeMsI
IIpHeMa JIeKapCcTB. Ec/IM BO3HUKAIOT IIPO6JIeMBl,
CBsI3aHHBIE C IIPUCMOTPOM 3a pe6eHKOM I10cyIe
IIKOJIBL, rpadUKOM paboThI pofuTeIed U IPYTUMU
06CTOATe/IbCTBAMH, BaKHO 006CYIUTh UX C JledallluM
BpadoM, UTOOBI COCTAaBUTH TaKOU rpaduK IprueMa
JIEKapCTB, KOTOPHIM MOYKHO Oy/[eT BBITIIOJIHATE
eKeJTHEBHO.

2. 3amachl/CpoYHOe MO0 THEeHHue. BaykKHO
OTCJIeKUBATh, KOTZA 3aKaHUNBAETCs TeKYIIHE 3a1ac
JIEKapCTB, U 3apaHee IIJIAHUPOBATh €ro II0II0JHEHUE.
KoJmuecTBO JIeKapCTB, BhIIaBAEMBIX CEMbBSIM 3a
O/IUH pas, 3aBUCUT OT YCJIOBUU MeAUITMHCKOM
CTPax0BKH, B COOTBETCTBUHU C KOTOPBIMU MOKET
OBITH YTBepP K eHa Bbllada MeCI4YHOTr0 UIU
TpexXMeCsS4YHOIO 3allaca. B 1jes1om, He peKOMeHyeTcst
XpaHUTH JeKapcTBa B 06beMe 60Jiee UeM Ha TPU
MecsI1a, TaK KakK IIpU HellpaBUILHOM XpaHEeHUN
OHHU MOI'YT yTPaTUTh 3QGEeKTUBHOCTD, UJIX UX
CPOK rOJHOCTH MOKeT HUcTeub. He HCIIOIb3yHTe
JleKapCTBeHHBbIe IIperapaThl II0CJIe UCTeUeHUs CpoKa
TOJZHOCTH, yKa3aHHOI0 Ha 3TUKeTKe. Borpoc 06
9KCTPEHHOM IIOIIOJTHEHHUH 3allaca JIEKapCTB CIeayeT
06CYIUTE C JIeYallliM BpadyoM Balllero pebeHKa:
HalpuMep, KaKol HoMep TesiepOHA HUCII0Ib30BaTh
B CJIydae yTpaThl MJIM KpaKy JleKapCTBa JoMa HUIx



B IIyTellleCTBUH. TakKe Ba’KHO BKJIIOUUTH 3allac
He00XO0AUMBIX JIEKapCTB B IJIAHBI 9BaKyalluy Ha
cyday He6GJIarOIPUSATHBIX ITIOTOAHBIX YCIOBUM.

3. HoBele jiekapcTBa (pelnenTypHble HIH
OespenenTypHbIe). HeKOTOpHIe JIeKapCTBa, BKJIOYAs
IpelapaThl Ha paCTUTe/ILHOM OCHOBE U CPEJCTBa,
IpojlaBaeMble 6e3 perjelra, MOIyT OKa3blBaTh
BJIMSHME Ha Ilepejayuy CUrHasia MeKy HepBaMu
U MBIIITaMHU. ITO MOYKET IIPUBECTH K 060CTPEHUI0
MuacTeHuu rpaBuc. [losTtomy HE naBaiiTe pe6eHKY
HOBOe JIEKapCTBO, He IIPOKOHCY/IbTHPOBABIIKCH
TIpeZiBapUTENIBHO ¢ apMareBTOM U (WJIH) JledalliiM
Bpa4voM. XOTs CYIIeCTBYIOT OIIpe/ie/IeHHbIe
CIIMCKH JIEKapCTB, KOTOPBIX CJIefiyeT U3beraTh IIpK
MHaCTeHUH, 3TH CIIMCKH He BCerfa YYUTBHIBAIOT
UHJWUBUlyaJIbHOE COCTOsIHUE PebeHKa U ero
Ipo6J1eMBI €O 370poBkeM. HallpuMep, HEKOTOpEIe
TIperiapaTsl U3 TaKUX CIIHCKOB MOTYT OBITH
HCIIOJIb30BaHBI 1107, HabJII0/[leHHeM Bpada B CIydae
Heo6XO0AMMOCTH, TOIZia KaK JpyTHe, He YIIOMSIHyThIe
B CITHCKAaX, CJIeZlyeT II0JTHOCTHI0 UCKIIOYHTD.

Bcerzia KOHCYJIBTUPYHTECH C BpauoM, IIpeXKze YeM
Ha4yMHATh IIpHeM HOBOIO JIeKapCTBa.

Heob6xoganmo 3HATL

PopuTesI IMeIOT IIPaBo 3al[UIAaTh YaCTHYIO )KHU3Hb
CBOMX JleTel, BKJIFoUast KOHTPOJIb HaJl TeM, KTO
MHQOPMHUPOBaH 0 MEIUIIMHCKUX IIpo6eMax pebeHKa.
OpHaKo, 110 Mepe B3pOCIeHU leTeH, POJUTeIN
MOTYT BKJIIOUATh B KPYT OTBETCTBEHHBIX B3POCIIBIX
JIPYTHX JIIOZlel, TaKKUX KaK YIeHbl CEMbH, YIUTeJIs,
cocefid, pyKOBOAUTEIN TPYIII ¥ TPeHePbl, KOTOPhIe
IIPUCMAaTPHUBAIOT 3a JleTEMU B TeUeHHe
JHs1. [I0CKOJIBKY MHaCTeHHUs
TPaBHC MOXKeT IIPOSIBJIATHCS
HeIIpe/icKasyeMo,
POJUTEJISIM Ba>KHO
C03[aTh CPefy,
B KOTOPOH Bce
OTBETCTBEHHEIE
B3POCJIBIE O6YIYT
0CBe/IOMJIEHEI 0
TOM, YTO JI0ObIe
HW3MeHEeHHUsI CHJIbI
nyd QYHKITUH
y pebeHKa ¢
MHAaCTeHHEeH
Tpe6yI0T BHUMaHUS.
Hampumep, eciu y




pebeHKa pasBUBaeTCs ABOEHUE B IJ1a3aX U OH KalyeTcs
Ha «pa3MBbITOe 3peHure», B3POCJIbIH, He 3HAIOIIUN 0
MHaCTeHUH, MOYKET OIITMO0YHO ITPeAII0I0KUTE, UTO

y pebeHKa IIBUIB B IVIa3y. B cilydasix, KOIjja BHe3aIlHO
TOSIBJIIeTCS HEBHATHAS Pedb U CII0HOTeUeHHe,
B3POCJIBII MOKeT II0[yMaTh, UTO Pe6eHOK «IIbITAaeTCd
OBITH CMeEIIHbIM». ECJIM BCe 0TBEeTCTBEHHBIEe B3pOCJIble
UHQOPMUPOBaHEI 0 IIpobJieMe U pa3paboTaH IUIaH
JIeCTBUM, OHU CMOTYT OIIepaTUBHO U 6e30I1aCHO
pearupoBaTh Ha H3MeHeHHs, COXPaHsIs IIPH 3TOM
MaKCHMaJIbHO BO3MOXKHYI0 KOHQH/IeHITUaIbHOCTb.

[JocTyn K HEOTNOXKHOW NoMOLLMU

1. Il1aH AelcTBHUI B Ype3BbIYaWHbBIX CUTYaI[HAX
B IIIKOJIE. B IIIK0JIaX 06BIYHO BO3JIaraeTcs
OTBETCTBEHHOCTh Ha KOT0-TO M3 IlepcoHaIa (KaKk
IIpaBUJIo, Ha MeJICeCTPY) 3a BhIIBJIEHUe feTel
C pa3JIMYHBIMU ITpO6IeMaMH CO 3[0POBBEM,
TaKHUMH KaK aCTMa, Cepbe3Hble aJlJIEPTUH,
TofiaBJIeHHe IMMYHUTeTa U MHAaCTeHHUs TPaBHC,
a TakoKe 3a pa3paboTKy ILJIAHOB JIeHICTBUU B
Upe3BbIYaMHBIX CUTyaIlUsIX. B3auMoieicTBIe
poauTesel U Jledalliero Bpaua IIoMoraeT IIIKoJIe
TIOHUMAaTh, KAKHX CUMIITOMOB MOXKHO 05KHZATh
(IIpH 3TOM OCTaBasiCh TOTOBBIMHU K HEOXKHU/JaHHBIM
CUTyaIysaM), ¥ KaKHe peKOMeH/[yeMble [IeHCTBHUS
cylefyeT IpeJIIpUHUMaTh. HecMOTpd Ha TO, 4TO
odopMIIeHHE JOKYMEHTOB MOYKeT OBITh TPYZA0EMKHUM,
BO3MO>KHOCTb BHECTH IIPe/I0KeHUS U 3aIIPOCHI
0 He06XO/JUMBIX Mepax CO CTOPOHBI IIIKOJIBI — 3TO
Ba’KHBIM IIIaT K 3all[UTe 30POBhSI Balllero pebeHKa.

2. PaspellleHHe Ha JiedeHHe /151 TDEHEPOB,
PYKOBOAMTE/IeH IPYIII, PO/ CTBEHHUKOB, APY3e€ii.
B yrposKaroIiux YKU3HH CUTyaIlUsIX BCeM JIIOJSIM
0Ka3bIBAeTCs HEOTJIOXKHAS MEeUITMHCKAsI IIOMOIITb.
OffHaKO B MeHee CEPhEe3HBIX CIYYasix B3POCIBIM,
KOTOpBIe IIPUCMATPUBAIOT 33 BaIllUM Pe6EeHKOM,
MOYKeT II0TPe60BaThCS CBSI3aThCS C POJUTETIMHI
WM 3aKOHHBIMH OIIeKyHaMH, UTOOHI IIOIYIUTh
paspellleHHe Ha MeIUITUHCKOe 00CIyKUBaHUE.
II0CKOJIBKY HEBO3MOKHO TapaHTHPOBATh
6ecriepe6oriHy0 paboTy TeseGOHHBIX JUHUMN
WJIH CTa6HUIBHOCTE MOOMIBHOM CBI3H, Ba>KHO
IIPOZyMaTh 3TOT BOIIPOC X PACCMOTPETH
BO3MO>KHOCTD ITpefloCTaBIe€HHs TAKOTO Pa3peIeHus
OIIpe/ieIeHHBIM B3POCJIBIM. B HEKOTOPHIX
cay4dasx Haub6osiee 3QpPeKTUBHO 0POPMUTE ITO
paspelleHue B OTAeJIeHUH HeOTIOKHOMH IIOMOIITH
WINA B MeJUIIMHCKOM YUpPeKIeHUH, KOTOpoe 6yzaeT
OKa3bIBaTh IIOMOIIIb, [0 MOMEHTA Balllero KOHTaKTa.



3. ITo03HAaKOMEBTECH C IIePCOHAIOM CIY>KObI CKOPOH
MeauIUHCKOM noMmomu (EMS). MuacteHUst
TpaBHUC — OTHOCUTEJIBHO pefikoe 3a6oieBaHUe. B
He6OJIBIITNX HaceJIeHHBIX IIyHKTaX, 0C06€HHO B
TeX, IJe JeUCTBYIOT JOOPOBOIbYeCKUe OpHUraibl
CKOPOI IIOMOIIIH, ITePBbIe IIOMOIITHUKHA MOTYT
OBITH HEJJOCTATOYHO OCBEelOMJIEHB] 0 MUACTEHUU
U BO3MOJKHBIX HEOTJIOKHBIX COCTOSIHUAX, KOTOPEIe
MOTYT BO3HUKHYTB Y ITAI[HeHTOB. B TAKKUX CUTyaI[UsIX
HeKOTOpEIe ITaIfieHThl C MUacTeHHel 0TMedaloT
3a/lep>KKH B OKa3aHHUH IIOMOIIH, KOT/la COTPYAHUKH
CO6UParOT IJIMHHBIM aHaMHe3 WUJIH IIPOBOJSAT OIIPOC,
B TO BpeMsI KaK OJIbIIIIKa MU C1a60CTh 3aTPYAHAIOT
O0TBeThl. FIMEHHO II03TOMY I10JIE3HO 3apaHee
CBSI3aThCS C MeCTHOU cucTeMou EMS U oroBOpUTHCS
0 3aIUIaHUPOBAHHOM BCTPeUe, YTOGHI COTPYAHUKHU
cIy>K6 GBICTPOr0 pearpoBaHUs U ApyTHe
CIIeI[HaIHUCThI OBLIH 3HAKOMBI C 0CO6€HHOCTIMHU
MUAaCTeHUU I'paBUC. BPOIIIOPEI 110 YIIpaBJIeHUIO
4YpesBbIYaWHBIMU CUTYallUsIMU U CUTHAJIbHbIE
KapTOUKU MOKHO HaWTHU Ha Beb-caiiTe myasthenia.
0rg UJIM CBS3aBIINCH C HAMHU.

MoHauvany ata uHpopmaumsa
MOXeT NOKa3aTbCs CIOKHOM '
1 o6wupHon. OgHako

BaXHO NMOMHMUTb, YTO

Npy Ka4eCTBEHHOM

M NOCTOSIHHOM
MeAULMHCKOM
ob6cny>xxnBaHumn

N Ha6nwaeHun
60/bLUMHCTBO AeTen

C MUacTeHuel rpaBmc
MOFYT BECTU MOJTHOLIEHHYO
AKTUBHYIO XXWU3Hb.
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AMepPUKAHCKMK $OoHO MUCACTEHUU FPABUC
Hawe Bugenme: Mup 6e3 Ml

Hawa muccua: CosgaBaTtb CBA3K, MOBbILLATbL Ka4eCTBO
XKN3HU, COBEPLLUEeHCTBOBATb YXOA4, Ne4yunTb M

AaHHas ny6nvkaums npeaHa3HavYeHa A75 NpefoCcTaBIeHUS
006LLe MHPOPMALMN MMOXET ObITb NCI10/1b30BAHANCK/IOYNTE/IBHO
B 06pa3zoBare/ibHbIX yessx. OHa He yYnTbIBAeT MHANBUAYA/IbHbIE
MoTPEOHOCTM MAUNEHTA U HEe AO/DKHA C/IY>XXUTb OCHOBOW A1
MPUHATUS PELUEHWU O ANArHOCTUKE, YXOAE WU JIEHEHUN KAKOro-
/M60 3060/1eBAHUS. Takue peLueHUs AO/MKHbI MPUHUMATLCS
Ha OCHOBAHWW PEKOMEeHAAuu¥i Bpa4ya wiu MeaNUMHCKOro
PabOTHMKA, KOTOPbIK HENOCPEACTBEHHO 3HAKOM C MALUEHTOM.
Jllobble  CCbI/IKNW HA KOHKPETHbIA MPOAYKT, WUCTOYHUK W/n
€ero uCrio/ib30BAHME HEe MoApa3ymMeBaer ero ogobpeHue.
MGFA, ee areHTbl, COTPYAHUKM, AMPEeKTopd, MeanumHckui
KOHCY/IbTATUBHbIN COBET U €ro Y1eHbl He HECYT OTBETCTBEHHOCTU
3a /mobou  ywepb wau  0653aTe/1bCTBA, BO3HUKLUME B
pesynbTare UCr0/Ib30BAHUS AAQHHOM UHGopmaymn.

290 Turnpike Road, Suite 5-315
Bect60po, Maccauycetc 01581
800-541-5454 (ocHoBHOI TenedoH MGFA)
MGFA@Myasthenia.org

www.Myasthenia.org
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