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o0bhMogho

3o6bom30b 30Dob0

30M39mo Hn3ob dombmbyMmo obHMmmMNS (c3d1) 3dndy, 3MmaMaboMydon 3930MhN3NMO B350 YOVY,
MmIgmoE Abmxymomdn 33b3zgos 1:3000-c006 8000 dmbobmydy. of oMbIOdMOL 83 303096(H700Y
3(hH303909mM9090DY xRN dblxdYMN Bgm3omMmynMamdnL bymdnbobzmdn gonmanbn, budynENbm
LOOMEOEMYONLYNZNL oM 3L byMANLYB3EM30 FYMWHNENLENSMNBYM LdIYMbsmm 39bHMYd3n
dm313dv39 3MmMzgLOMBOMYONL godMEENMYdL. MoE Mo30L dbMnb gobodnmMmmogdL d1-om

0003000909mM0N 353096900L 3mnbogymn 3969353960 0L CYRNENEMHL.

yobmgbo dmbo3gdgon

dompmbymo cobhmmaznnb a3mbeds Myotonic d1-0b dndomoymydoo dmdn3o39 66 godmMmENMO
3mM0boEobho Aomom smbndbymon sv380900L 3MBLALYLDY edYysmMYdYM LodMbsmm
M93m39600(30900b dgbedydozgdmoc. Myotonic’s 03 3thmyghobomzol dgnddezo mmboRgbyMnoba
390mEmmmans, Mm3gmoE 98yYystgds gmon Hadbhob 3MmEgyMadabo (Single Text Procedure) o
Bm3nboamyMmo 53930L (H9gdb030L (Nominal Group Technique) 9emgdg6¢hg0b. 8904dbs 1 mmbgzaMmnsbo,
amamy o 9Mmon 55 339Mnobn bymymaznmo gonmonbn bbggmab 19 obimybhymo LobEy3ob
LOAIYMBOMM O FgM30MYYMMONL MY3MI7bOENHOND.

0ob3360

M93mM3900o30900L 350093900 3006319360mMNS V3 1-000 BB30IOYMO 30(3090(Hd0L B96915396¢HnL
LHOBEOMHNDSENNOLY O EMBOL VTOMMYOSL O JMNBNZYM 33tmM390Ld o LOdyEbngMm 3gaLBo3MNL
30M3mb 30MN3dYMMONL gLodEnMYdMC.
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01 ghom-gMmon yzgmodg 30Mnodgmymo

0y hmbM3YM-EM30650HYMN EBO300JOVY,
Mm3gmnz gob3nmmogdymns hHmndmyh-
30639mMydon 9JLb3BBLNYMO POMM393700M
9 33b30090s bobdoMno 1:3000-0sb 8000-3c0y
dmbobmgdg.

HMo3mghob gobdgmmgdomo bobdomob dMmobo
0 E03000900L bnddndgb dmmob ddnmm
3933000 0MLbYOMOL. MOE godmabohgdy
0003000900L obygoab bLodyomm dbognbo o
3008nboMmgmdnb bobnomnb 33momydyddn.

35-B9 3g®hn gobdgmmgdoomds Hhzgnmadmng
0mMobHOdMYM s 9JL3VBLOYM TYHoEnody
0090000900L. Hodmghob 50-5960 o6 3ghHzaM
306379MmMYdoMOS I1-0b ENBgbmMdAL
00h396909m00. 31 FgmbHoLOLHHBYMO o
39h9mMmagbmo ©o30009000, MMIJMLOS
0bobnomyoL nbhomyma bobyLHY, sHmasns
o domphmbos, 0bY39 MmamME3 gnmnb, Mo30L
®H3060L, gobhHMmmnbhybbhnbomymMn HMoghob,
9600m3Mnbymon, o Lobybomgdn LobHhgdgdab
bLN33HM3BodHngs. LNd3hHm3gdn gbodmmo
800m3m0nbgb 6500L30gM SLOZTN. VO350 500L
bLNAdndy 30MNOdYMYMNS E31-0b Agmby
0600m300090380, oo dmMob ghmo s 03039
mxobob 673M903d0.

0070000 oM 3MLYOdMOL A 1-0b FIYMBIMMONL
bHmymgzomo, 3H303909mMIOIODY

0003 dbydma bobymMAdm3zebymm gonEmonbo.
031-00 V30070 YmMN 35(3096M900L
LOdgNENbM AMALLbyMydob 3965353960
0MO9M339MmM300600 LEBOA NLNbN oM b3rydNob
FyahnobEndmnbym 6Mm33060M356
3mnbngnddo.

3MbLYBLYLDY ORYdBYdYMn 3MBSMMONL
M93MIn0bo(30900 o339bJoMmgds I1-0m
00030009019mM0 303090h900bL 33nMBomMMdNLY
o dmzmab bomnbbob gondxmdgbodobo

0o LEHOBOMHNDOENVTN. d0FdMMYOL
3mM0b03nbHhxdab PYboMAH39390L, MMIMYd0E3
3gLodmms oM NEBMOYD 03 VB35 Y00L
033000M 30MN0d7MMOSL, LNA3HMIJd0L
3Mo30mbobyMOSL o Lnddndgb. 33xMBosmMmdNL
M93m37600030500 dbY39 ZooYdFEMOgLYO6
3mM0b0gyho 33my3300LM30L BMBL 3o309bHM
339MBommoOodn d91nLodsdmMdgdnL dm3mxubamab
3000, Mo mo30b 3bMn3z godMmnb 3mpnbEnymo
339MBommdnL 939ghL.

d700m900

3MbLHBLYBLDY odYsMydyma LodIYMBomm
M93m3760030500b 8501803700boM30L
dombhmbymo obHMmMBNNL BMBENL dngm
dmbB399m 0gdb6o I1-000 VO3000JOYMO
3030906(h900b 339MBOMMOS30 godmEnmydnl
3gmby 3mnboEnLHd0 ©33-0,
399M000670mM0 LOTJBRMEVDB, 3065NESO o
03MmM3000006.

3Mmadhdo homoyamn nym 10-3030060
bLomMaobndognm gmdahaho o 66 3amoboabho/
L3gENdMOLHN, ©33-b VO30JOI 3MBHMMOL
o 3M9396300L 3960HMId0 o BoMm3gda,
LogmMmMOdMMabM sbMENOENJYdN, MMAMYdIS3
bamo d9n6y3aL dgbagomal mMzaobodgooL o
dgomanmgnalb bm3nbomymo hydbogymo 339530b
obdomydsb. Myotonic dgndydoge 3Mhmgdhob
©0do0b0, 3o6300m0MJd0LY o 39695390H0L
dbomodgmo.

3Mmaghob Mmool o boMmzgdal
MoEgnmbomndoEnob 30dD60m, Myotonic 89gadbo
2-03000060, 3mbLHBLYLDY odYysmydymn
dgomommmans, MmAmyddng godmygbgdnmons
amoon Hadbhob 3MmEgoMab2 (Single Text Proce-
dure) o bmdnbomymo 333530L Hodbogo (Nominal
Group Technique) 3m33mbgybhgdn. gb Bngmdnodn
dg0MmAo d1-0b 3amnbogymn 896935370h0L
dmbo393900b LodEMAb o ggb3gMHadoL

00, 3mAHNboEnmbomyM 539930006 33monb
boMoymob godm.

LOBYBOM FIYR0 OYMBOMA nym 8
bYO3MAnMHaDHO©, MocMIYm bydimdnhanHL
9o 653M0 9gs bomozgdn, Mm3gmng
306LODM3MO3 3393030 AMBOBoMyMS
Mmo3bsL. mnomgymo byogmdobhghob 33mmg30L
LOgobL J900g6o 31-0b EMML MMzobnd3nL
Mm39m0nd) od0obydmMn ghomo bobHydob

3o0m33mY30.

byd3M3nMahob Lodydom 53nx30L By3mMgdab
3MmbLYLYLDY FFomds nBygdMes o dngm
33m930b Logbnb goEbmdnm, ob3zg60m o
3900ama boxgbyMdy Bomggbnm. dgbobBogmn
bygMmML Aodmbomzoman godmnygbgds bodmmmm
3MbLYBLYLDY ORYJ30xdYMO dNdMOMEMORNYM
M93mM396oEN.

2 Do, 3MbLYBLYLDY odYsMydymMo LEIYMbomM MY3MIBSENJON 1-ma HN3ob BomAHmbymn obHmMARNOL (1)

9gmby BmdM©N 303090¢HMNOM30L



90060 HogLbhob IMmEgyMo, nygbyds
9M000b EM3ndabhL, Mmagmmz vdmbogom
396J0L, MmIgmog nbzdBrdomEs yzgmo
ambobomylb gMmomdmmnzn 3ydomdnom. o3

bJ900m B08ENbOMYMOS 3MBLHBLYLDY
033omdo. 3330mdnb 3MmE3gb3o dmbobnmyggdo
0098037000096 oMoxHnL boboom sMbydYm
LOBYNL HYJLAHL. MMAgeoE Lodmmmm
MmohnxnEnMxdYmo com3ndabhmnb bobom googie
a3mbeob.

Myotonic 398omdnbob, doMmgomyd 30m3d
(Margaret Wahl, RN) Aodmoysmnods babyobo,
Mmox®h m3ndgbhn, MmAgmoE dMnEo30s
Myotonic bodgEbngMmM o LodgnENbm
M93mInbo3nx00L 3M3obhahgdabo o
LO3gENENbM MmabhgMobhyModn oMbydym
0693mM3d300L. Myotonic dngf Lobynbo, Mo
m3ndabhn godmygbagdynm mohgmobymobmob
9O 39009300300 LodYTom 539903900L
693MgdL, MmIgmoE Fom ogbdoMgdmes
3oLbomMNb E3YF3900Ld o 3MmMgdEnodo.
LOdYdom 33nx30bL By3Mgxdn 3og3b96 LHbynL
Moxy®h omM3ndgbnHLb o Aodmoysmnogb
003050600 33my30L Fn3oMmNYMyd0dO.

00 M93m390oEn0LY O BNBOOIdNL
39035mnbBnbydnm Myotonic dgngdbs
mM3ndnbhn. samhaMmbognymn MY3mInbroEngdn,
30093 gMobgym 30gBmes F33BL
0b3yLONLOM30L o Lodmmmme Addmyomndo
900060 AMbODMYOL.

bLommagobndOENM 3MInhghds 3xnLbBozmo
9000060, J9590370mM0 EMIY3g6(H0, o Md30LO
8960083690000 33mMo3 OYOMYL6S LoTHYIM
3539930b 693Mg0L. gb 3MmEgLN 3ob3gmMey,
LOBOA LomMaobodognm 3m3oHabhLo o Lodydm
$39939000L 6753Mx0L AmMNL oM AdBMYdMNOO
3MmbLYBLYLO.

Lommagob0dOENM 3MnbhgHobo o Lodydom
5399%3900bL 66 673Mnb dgbzgMs dmbo bodahdy,
Mmm3goE 6oMIMoaabL 3Mmygdhnb dgmmy
30dOL - BMBnbomyMo 531R0L HYJ603obL.
B6m3nbomyMmo $3nx30L HyJbngo BoMAmaagbb
LHMYIHIMMYOYMO F3nR0L 30Mob3nM
39b3gomob, 7 godmEomo ggabomodspmmob
bym3dm3ze65mmonm, MmImydo3
bym3dm3069mmdb96 8gbodsdnb Lyod-
3m30hahgdbL.

Myotonic 899cgmad 99Jdbs gobobmydnmo
m3ndnbhn, MMIgmoE 3mnEe3ws bmdnbomymo
539930L 06omndOL Hydbnznom dnmydym
3959090 0b63MM3d3NSL.

890cam3d Myotonic dngfm Hoghomgdym
3mbHLOTOHDY o Fgmmo F3n30b
000obbMydnm dmbs mM3ndx6@HnbL
89019303900. ymagamon D93mo smbndbymo
330amMd900L 8xJao® d0MIdYm ngdbo
bLodmmmm, 3MbLBLYLDY odYoMydymMN
339Mbommonb My3mdgboEngdn o dmigmy
LobymAdm3zebymm B0cNMYd500 31-0b

3gmby dmdMom 35309060 30b. bLodmmmm
boboom 3MbLYBLYLN BoMgdym ngbo 2017 Byab.
dmamyg 3onmonbn MmgmmE obodosdn o
LMYMYmanmo EmIN39bho bygmdnbobzomdns
3890093 30LOdoMNDY: https://www.myotonic.org/
sites/default/files/pages/files/Myotonic-Clinical-
CareRecs-AdultsDM1-English-2019-11-05.pdf

Myotonic
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d90093900

y39mo M93m3g6oEno nbomgo:
https://cp.neurology.org/

Logmgbmaobozob bodndo
L33¢hMBgd0 - 3emnbo3yMo
09030myyMymonb

Mg 3mI9600o(30500

JoMmyMmgno, 965bMgdNO O H3n3z0mo

e Myotonic 3Moghnggma MHy3mdgbroEngdo
dom@pmbymo nbhmmaznob dgmby 3o03096¢Hd0L
0b5LbmMdoMo LO3LObYML 39695390H0LON30L
obomgo 39393 dAmdY: https://www.
myotonic.org/toolkits-publications boo@3
3obbomymno v65LMYBNNL MALIYON O
M93m396000330900 JoMmyManymo Homyzob Bob

° 031-00 303096(h90L 0MyB603BHdoM dgmn
030 330ME0M0 3oMcYmMYdJdn 3oM3zanmn
09000303906(hd0b dndomm, Mm3mydn3
390m0yg6900 965LNHBNOL V6 BBdMExBNNL
00D600m, 3o BmMob M30MNEJONE;
JofyMaoymo Ahomyznb 60b, oMmb o6 39393
¥90mo Aodmozmonmo 39030056h900m
39a-bobbmdommamo, Lobybog, 3960mM306 o
396hmomyMm 6ymznm LobHY3odY NBbHMOJENSL
d91ndmoo godmnb30mb bbaoobbze bobab
omMobobyMzgmo Myodino, bogzwnmab
Roonzmonom

® boMmomdYmMo g3zgMnmn Amamybydo
065LMgBNSLY O M3nMNEydDdDY dgbodmmo
300m3mnbgLb d1-0b 303nboMymdNL
6900b309M LHhogddY, o dmMob
00603omymo LNA3HMIgd0b dJmby I 1-0m
303096(h90303.

® 06hImMIIHYomIM oMM3I30L, 3MabadyM
©nbXY6J300L /06 303gMLMABNSL Fgydmns
3o0Moymmb v65LMYDNB/OBdMZaDNN6
300mb3mab 3gMomeon. 3magbohyMo o
06 madHYemyMo BY6I30Y00 BobEYdY
B06oboM3gMoE0m godmazma3900b Mmb (oY
oM oMol m3gMmonnb yMmgabhymo A3x690),
Mogob DgOmom smbn3bym oMm39390L
3Mym3gMoEnym domob ©a3M030300LMO6
9Moo y6oMn 5LBY3M gooyomgbmb

3030906h0b 3mbhm3gMognyma 3gMomeon
09 3oobobgmdmnzmb godmzobdmmymyonl
3MmEqbo (long-term recovery)

° 30MMYMY0500M YAMo3magbmods 065bNgdNL
d90amad 39Mnmdn 3tmnbgdo

° nbomyo yzgmo Mg3magbosino: https:/www.
myotonic.org/toolkits-publications

Mmgb3oMmodmMmymo bod3dmadohngo

° 3omh30L30gMN FoMNYMYOJdN
L033ENMNOBMONL Body3060 ndHDNS A 1-0b
dgmbyg 3033096(H9080. 3MNboEnLHYO3S b
3o960m6 8gmzomynmgmde M39Mabhym
36930mb0ob 30Mzgm o d53ama 30D0hxddY
(6 39) BomH30L BY6I3IMO HILHIO,
by oMy oaHh3nLb MmMLboMYdSN
LoboMEbmm dmEymmonm (BLA)

® 031-0b 3gmby 303090hgd0 8990980
Mab3oMohmmymo Lod3HmIgd0m: MOIRYIHYMO
b3gmo (bmm3omymo 9db3nmodhmMymo b3gmab
0mbo3gdn oMol >270 an/6m), LYbmg30L
1300MabmdY, omb3z0Lb My3nMabhnmo
06039930900, bzMnb30, ogdbndomyMmn
0BL3nMoEnymN 66930 oMb <60 L3 H,O o6
LA FohzgbgdgmMn 50%-0m Jn3EnMYdYMNS
Bbmm3smym 3oh390909mdY

e 3030Mmym 3mM3MbmmmalL, MmAgmbog
0J3L bgM33960MM3060 EBO30070700L 3JmMby
30309690006 33omdL godMEENMYdS

® 3Mn3nbo o 36939MbNNL LoBNBOSMAYaM
3093006300. Myb3oMopmmyma Lod3Hm3goalb
oYym3690mn30 33MBsmMmMdY,
09mbob3zamMxdgmMo LOTYOMxdON? O
3mMAMbmmmgqdnb obndbymgdab
d9Lode3nbO, bognmmgdnl 8g0mbag3odn
00M300 LYB6NI30D] FooY3060

® dmg 30(30906(HL g L b My-
®od0b 3obdozmmodsdn gbognmmgods
bgammzbymo 396hnmoEns. 303090h900b
90Mo3mMbmMANLM30L, bybmMJ30L Jhmbognmo
9300M0bMd0m, LogdoMnbno vMoNb3odNYMN
396h0monymo dboMmodgmes. 3030900900,
063039 Mab3nMohmmMymo EoM®3939000
bLodnmMmgdgb 9bompMoggomym nbHdoEnsL
0 Y0000 6693000 390H0MOENSL
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® bybo,g3nL JMmbogyma y33sMobmMdNL
390mb3930d0, bogmmbomoom godmnygbgdo
0035090000 Fobadon Bomn3z0b bymmzdbym
39600mMoEnobLMLb ghmo (x3b3). (hbomamn
Jofnmagno, 0bgbmg®oo o H3n30mn)

* 09 EOW3JI3d0mMNs JoMyMzgogmo AhoMyao,
39%30Lym 3YMIMBbmmanymo bhodhybo
dgbodmm bz 06 vdmb3gmydal oghdo
©obdoMydabm3nL

® abomyo yzgmo My3mdgbwsins: https://www.
myotonic.org/toolkits-publications

3oMoom3obzymyma bond3hma3ndo

° 30MENOMYMON goMmymgdgdn d1-om
303096(h900L Logz0mMNObMONL B0dydHOL
dmmob bobdomoo Jgmmy vanmMdgL

® y39modY bdnMmn 3oMoomyMn goMoYmydos
oMmom3no (LNbYLYMO dMONZOM©NY,
ohMom3zabhMmogamymo danmgos, Boboggmmo
3NOMOMOBNS O MOMM3Y, 30M3ngdm3060
HoJo3oMns)

e anmob yMoomn, Hhzn3nmo 339Mwnb vMydo,
©nb3bmy, mMoM3bmy, nmmo Mo30MyLbblgao
o bobgm3g, ob LNA3H3gdns, MMIMYdNE
bogdnMmmgdgb JoMmpommmanym godmgzamgsob

e 36033b69mmM3060 3oMnomymn bnd3Hm3gon,
Mmm3mgdnE bdnMmo ybnd3Hhmdme
000nbofMmymogb, bdnMmo 0639396 Lozdome
LyMmOMBYM goMMYMYdgOL

® 0337mbOb- o v3BBHONL gosEgdnb
©0oMM393900 LHObLMDHYMm 12-300bMNSO
993-%99 bLobybymo Momdom <50 BPM, PR
0bhgmzomom >200 ms, QRS bobgmdmnzmdnm
>100 ms, doMmEbybo Bnbo 06 H30bo
3obENIYMYMO dMINM, SEMIomymo Q-
Hommd0m, 60bognmMm3060 HogoloMmonom,
300MHOMOEN0m, 96 MMoMm300 o
30M3ngdm3060 sMnmdngdnm BomAmowa)byb
3oMnomym godm3zmnbgydgdb

® 3033096900 Jommaomymo Lod3¢HMm3Jd0m,
038-99 309m3mybomn ©EoMM3739000, OO
40 Byb gooEnmdymd0, JoMpnsmymon
LNA3HM3oHN3nb goMady, ymazgmbmoyMo
06 2-69m0nbodn ghmbgm b goomwpbyb
M H0obym 933-0mbohmmnbab d1-0m
303096(h700L bL3gEnoMYM LOJIYMBboMM
396h™30

® 30ME0mmmanb 3MBLbymBOENL
3odomMonmydymons d1-0b 3gmby yzgmo
303096h0LM30L, 0y BoMIMSEZgnbL
dyanhnobEndmobymo 3Mmamodob
B6oB0mb o6 Yy 33Mbomn g7ndab bym
0My60x3900 oMmonomymo Lod3Hmdohngnb,
399m33mH39000L, 933-L gBoLYdY

® nbomyo yzgmo My3m3gbosins: https://www.
myotonic.org/toolkits-publications

mmbymmodobo o 3dmdnsmMmmodnb
9969599600
® Jomyd0 ©31-0b ENogbmdom:

* 0730 00mMHnb, BoooMg3zn AdMONOMMONL o
bYBbNI3000 3385MOLMBOOL (8oBLOIYNMYdOM
39Lodg HMN3gLHMAB0n) gob3znmoMyxdab
3odMmnmo MobIn. gobbogyommydymon
bogMombomgs bodnmm dbomgghnggdal o
bLaoHNYMo Lodyomadgdab godmygbydob
3nomboom. (nbomgo Myotonic 3Moghogymo
M93m39600030900 dompmbymo obhmmaznolb
3gmby 30330969030 0bgLMgdoyMo
09695090h0b gbobgd of: [https://www.myo-
tonic.org/toolkits-publications])

+ 33mOnoMmMOAY Lodomms
3oMomM335MNRNE0YMn 3906-3nbg3manmanb
3MbLYMAHOENS O dBHYBHIMYMN
39m30myyMgmdo

+ 30md0oMmMONL MM vMy603b7d0M
LEMORN NnEdMMY, Ml MobIno
33modnommodnLb3gdcgmdn bobbmybgdnb
30630000M700LM30L, gobbogymmgdom
30M39m0 ob dgmMg x30D0b
3obobgmdmnzgdnbob ob ;Y sognmo og3b
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