) Lo7r eSS
2/ 2019 12 BRIT

EERVA o IR BV SR S L D e

HIEUELHBRLIDCS. BERODHHEBILTL &ID,

SHEF. BAROHZRALOT 1 —DBEICEL>T. ETEARSRWRENDYK LI, FETHATRR. HPA DT 1 — 2K L THE
BENTLBHEGF. A701 RLEFTLR, LAHL. Tadz 2 RBH PR LO7 1 — 2L T, EBITBEIBENE. BV RBAE
EROWRIZIBESN TV FEIR - AUTXILAFE (AON) ZARWeIVYV > - RF Y THFEEEE (T 53 2+ v )
THREIEZILEL EVDIHED. BESBECHLT 9 A2, BHERLKIYESERFTDIHDEBPHENTONIZOTI., 11 ARIE
HEIC LY RIS RHFERHNEONRGE CDIBEEZRIT. REBAEPICHY FT (F2. COXEHNELSRIFHET EEP) THo
T. FBSNBHEDINEFBDTIRHYFEA).

HRPTE, T2 o2 XBHCZ 07T 1 — RS FHHEAKEREITH 200 OEMEHIFARPRLZESHDNTLET,

ZThE. ChETREILKHEBERDOETRBL. BALILLRVFELIR - AVITRXRILAFRREUTREL, BT ERPlRERS
THREPTY., SO0EE<DEERNS. FHULOBRYBADOBNZWZIZEE Uz, HREMC A FO7 1 —CTOEMFEERA DL
WBERBHENRY EFSNTVERT, iz, LRI FIDRUPHETELZZR MUNKBEY. BBBOBRPLEBEGC A FO07 1 —TE#
BHEATLEYT, CNETO Remudy (BESADL A KY) & MDCTN (BRARHARZED D I2HDEREEDRY FD—2) &
FUMRNICESD D IcH DFIZIREEHEIEEY KT

SHRE. HPRANO7 1 —Z28THREHERBOBRBOHL VHEORE. ThzaBIELRLAN)BEDRRERERE (FYRBIBED
RAREEDDIHDETEDZ L) DKUNFTTETITEATHSEDERONKT,

FEE. BRICEODTRULBETHYFI LD,

CAICHIZ! Care Cure-NMD TS [ viksmh - ahitpsmimisety 2— /N

BRicHEHhNFEL TIE. Remudy OBZERBHWZIEZEEZTODELYRESPBL EIFET ., Remudy [& 2009 Fh 5B FBEARIT THYSE
TI0EBEBZE LI,

< DBESADBBRNEESIN TS Remudy DERISEELSOMRBEICAS<EML. ZORBRELTT 23 1> XBFHF TR RO
74— (DMD) ZPDIZBATERE K DBRIMIONDLSIZRBYELIZL. TUV> 53 A+ v Fi8gske BAEKET 2019 F 9
BICERPHE (MESHDFRORFTRRBEIST B2, BEHBEICHL THTIED) BMIbhE iz, DL A% THEE
ZBEFTEBAY 2 BT EREEMMMHEBE. DMD P—EHOHERA T 2 RO 7 « — TOREMBNEZPLIED SN TVET, #
LOBRORBUEDZ DDHZDTREVHERL T,

10 12D & Remudy IZR$HBNB 2 ERED>TEFT ., oL WEBPEREZFSRATEONSBESADPREOHFICHZS
RHRECNETRIT>CELEFBDEIVET TODBDENHS ERILEREZITVET. BESRET> CLAEBMIMERRE LT
BREBHZCE, BRI ZBBREEEQORRICLVYRRLIDEDEZL TV BEDHRET> TOBENHYFY, KloBREL
BHAT B2V BEE L YRMENIZIT>TOK REEHY FT.

FDEDRBRZ EABERIC. 2019 FEFIZ Remudy EREREIDIATZRY KT —2THa MDCTN (AP A ~O7 1 —BRARABRRY kD —7 -
1 YA k77 RLZ http://mdctn.ncnp.go.jp/) %Mk B kR EREERHE E VL SBHDE &

—RICEET B EEBYELRR, BoDEFIZK VBRI TI DT, CareCure-NMD ERIEZEDIFTL ??p

F9. Care (77) BEMETE3AH. Cure (AY) 135 L LABEDRIR. NMD & I3 MpEEH5EE & '7
y

WORIKTY, SISMERLBANIULIBFE> TEHHL. RELBBRECAN>TF YLD TEIER
BIEYZEED TOEOWERBWET, SH%E Remudy ZH#HIFL TOWK ZENEETIDT. HFBEE

SETLRLFINBRBROBHIZ OV TEIISHE THNESALLZLET. Care Cure-NMD
(Bl CareCure-NMD @O I TY, ) AR PR S IR HEE R R




D ShaAYRFUYTHRBEGERS AT LIZDOWT
V=

FENE RS - AhEREERERIZE Y B — XF o )L - ¥ I Ly a—E 1Bk M

ERRIELHEL T, EILFS - BRERARE Y — AT1HIL - T ) LY - ROKBEHE—TI. 3 0FaH 5. LESHOR
BROSHPIMREX> TESL, T I RUPROBMZTOTHYET, e, EBEERELO>TVS IS I RUTRI OEE
HEERRMORRE L THYU ST,

CORU.TI I RUTRI OREERI AT L% Remudy ERILS AT LATEBRKGI S EcBY KL, S FIY RUTRER.
HLDRH SEIHE EBESADFHIBNLS. SELEBRERZES. SHERB%ETRI CEHNGNTVT, ZDORAEL T 200 &4
UEDBEFOEMNBESNTLDIERETT. HREREHD E. BH

B2l &LZ 2000 ADEBSANVBESNTOETH, ZRIFE> & S hIYRUPHROEGER
BHZOEHEINTLET, mﬂbih RSB
\.
2EOI I R THEESADBRBEPRET — ¥ 1 & & B2 EEPER v e
U. BRI OHEMBRICBUOU BT E£BIEL. COIFIVRYYP BR oy -
BLOZ MY EMEGEL CEH LTIV ERB>TOET, wHET o
=B mem e
SiEt, E52LALKBEOLIZLET, W P
TH
> / \ s —
S RO RYUPHEEEERI AT A - HHET
http://www.remudy.jp/mitd/index.ntml ﬁ’:ﬁ? Sk
D SR T S R 0T 4 — DB DT
=0 bR KB R > 2 — KR

Remudy DERELBICH 2 ICEEARBPLBEMH A O 7 « —HhELZ. 0B LBV FELR, REDREA DAL A O«
) NNF—PEEENMS A RO 7 1 —BRERNRNTENRTOELEZD. EFHIFELESLTHY. E<DOEETAIG 4 BLEARBO
Ui (4935) I2157E9 % 3.3kb DRIR UELS (D4Z4) HMEHEd 52 & T. —EDEE T AL DNA ORIBAINFIT % A FILLARET 58
F (SMCHD113&) CERNEE D2 ET. COMFDAFIVEMET L. BERRIRMDFISTN TS DUX4 EWSBEEEFHFRIRT S
FORRBBZLETHREL TCLDZENASHERY F LTz, HEDMBBIZHL. SEEREOBELRRICEATHY. BRANAERSINTL
5EDEBLCERBETLET.

CORIBEROT. B BARAROREEZ BIELIEAEDEEEFRTLHOB THEIN TS Y tREABP LHH A O T 1 —
DB (6 B 20 B) N&Echd. BEEBPLEEGC A FO7 1 —BRSENBESNDI B EOFTRBEISHHY F9. BRI,
AEh 5 EERERKRDESMNSNhE LT,

COBBERNBEZTPEAH A DT —H5DOZBELRIIT. SANEDEBESREZALMIET 5FECTT.

Fic. BEEROBBLEESHE T MEOKRFRNG
FEROEEARSHIIEIZ TS FSHDHI (facioscapulohumeral
muscular dystrophy health index) @ BAKRIERE. 1ERL
7D Rochester KF &AL TEMET D5t BAEILTTLE
I, NERIBREOHE%<. EEMEZEMNICREZSN
TOWRLAELTELZ ENS. BEBRPBAMRE - BERIC

LT, BESADBENGRNIBCEETT, —H#IC 1y N \ /
BHLTRLBEENI L TERBRIZEL £S5 I28H | = W

LEL&£D.

E
ORE S Gip g




aREES A b a7 4 —DRRICOWVT

KBk whignp HARHEZ

RFROLZYVEREED TSI LHEBBHDZA FOT 1 —DBRN. LO5PWBEDCERBYE LIz, TUROIAS 2 ELDOE
KINEREMS A 07 1 —ETIILEM TENERT C EHDDh > TOE UIZH. FO0IFBARERMIHFEEE (AMED) JYUXIEZS S,
EEFEERE L THEENC A RO 7« —BERICTUROI I 2% 6 hABRAL TLZZOW T, BBAGZIRALZEZITShE.
BIDEIHOZERREEL FT . WREBERIE. 20 mH5 55 RN T. BATOHTH IR TUHOEREN BV HEZTFEL TLET,

BT ERELTLIRETHYXIODT. SEROFHLGEEDPAB. CERODEBEDNRENVZLE LIRS, I2ERICEHAS
BIBZENTEREDER>THYET ., BAVEERENVLERZRZBOAHREHS A RO 71 —DBERIC—BERLBENLEEZS
BT ENTEDED. COBRZEL>HY EEHTRSZWHE
BOET,

(Nakamori M, et al.,, Oral administration of erythromycin
decreases RNA toxicity in myotonic dystrophy. Ann Clin
Transl Neurol. 2015 Dec 10;3(1):42-54.)

Lo

—

—
Ay
CH, TUZRORTLCONFR

.- DMD H LA TS TR - LT Q&AS O R

VRS Rh - PR R TE 2 > 2 — ik
BHRUNCY F— 3 VR VEERETEM
HBEDEHRCAIZE I,
LERUNEYT—2 a3 BRZIENEBISBRADAHETAZEZ DT 2> XBH A A7 1— (LT DMD) O @R T &,
AN, CRIEDODPIC(F. FEDPERETICEL. FREZBUNFENDIHLHI B DY FELA. SOTARBESADEICIHZDIZH.
DMD DETAEZDITRE. FREIRE. £URVNED T3 RAY Y IHoDIERE & EH/NMIFEERBLE LIz, EI2
(FBEFREBIRL 2IBEZREL T AZETOERD. HDEGRIERAE. FREOTFLEVA. FREFTOIXRGEAZHLF LI,
—A—ADSERR. BHEPRBIIED. ETADRIZETORLTPHUANDRRICEBSBONE LNFEAN. MEREFTOE
D hREBNIEEZEZTVLET,
LERNBBRISEZSEUNE Y T -2 3 VR TMFOERMEIT>THYET,
0. TFEREUTNEENTY, AN

B NFARLE

QA

<ELEDLEE>
B - fRERR T Y — b
BEUNEY T3 28 (FEBREER

FavzYRBBIZLAT4—DERIADERL TR S

T187-0031 SRERER N Fiv )V | I5RHET 4-1-1
Tel : 042-341-2711 (1AK)

E-mail : rhot@ncnp.go.jp

XOATEEIRIRY A — )L THRVEDE TEWVWET L IBFEVOEBL EIFET,




E DMD OB XA « FIFEICH T 2ER - F 7T 57 > — bi# 2019 Chho#ile By

RS - AR > 2 —  TTN OC3E < ML TR

2019 F4 A7 > — hRABZRBL TUE. BA£2E. RLUDEETA - SREHDSEERIOBZEVTHYET. ZHH
WizlZWzEkk. AHBR2HUNESTEVET,

FEZOBHSETHBLEIF. BEORBENOZHNZSRAOLET., 7207 — FRABEOWNREBDIEESTA - CREDESFICIF.
A0 (3624 5) @ Remudy BfEI27 > — FRERAKEZRFHL TWLWEYI. 72U — kIE. Remudy DR—L/N—=ChHE70€
ALTCZEETETEFINDT. U Web 77— FEZTFALREZE L,

URL [dO3F 3 — http://www.remudy.jp/survey/index.htmi

BAE£ED DMD BEBCADER - 77 DEREZIVYRCIBIEIT B2, —ATELLDERESTA - SREOESTIHSOZ0O

B, DIUBFLELTVLET, E5TLALIBALLZLET,

4

g IR

Sule
"]
A

BE X L EREDIE SN ~HER D 5 B~

LW D€ Remudy BEERT —YDRFHICCHNWEEEXL THYHNESZSVET.

1. Eo>THVWCEFAKLCOOT, EAENLBEERBNVERIZSICIE. BBEENSBESTAN
BFHEEL EFTHVET, (XEEEDEENEFCEEIEB=ZL LIF31BEEI20ET.)
BESANSDBREBRZEIF. EF. EFE. A - IILOVLWTIHhTHBEEVL THYEINH.

RIZA— )L CIEUIBERUTOSRRTEET S,

BANBIRREDIZHIC A —ILAXCFEBESADSBZRIORDOY EL T,
OEBRES
EHBEH XL 2HEEEBA. G TICEHNHY KT, (fl - 20191234-01 - GNE191234-02 - CM191234-03 73 &)
QBVEHEABNDHEX
BE 2222 ATSOERITLOBMONZLET.

e)
®)

2. SRR BRAKO LY TRHYET IEEABL [ BESTADTEDTEELE
M T BANRIRETY ., BAZBT CHATSVERIT IOIBMLVZLET,

W FELRZy TREICETESHNED

9 AIZ Remudy ZBNK LTc, BESAPIRKIBLSZFU. KENHNSSHEEZVIEE. hIHADEL 8 Fizi’
ZYCENTEER LI, —BERKBESTADRREEENBSELD. CINBET>ESMYLTHBY KT, (HAR)

$’¥%}% XBBERRETEBRYA—IDT 7y I ZATHRALLET,

D2 07 1 > fE (DMD/BMD/IMD) - GNE =7 /XF — (IGERY 227 fE S EA R S A /3 F — )

ERMEMERER (EREMZ A RO T 1 — - EREIANTF— - HRIGHES AT — - EREHEDE - TODOERMEMHEE )
EIHES - MRERMREIY— RS AL—S3 - AT HILE Y — W - BHREEEEHF LY — (Remudy)
BEBIRGRIPT A 6/ PRAR - F FED (BEY Bz EMEI A /3F— )/ /NRRE - Gl BE (AXMUHER)
T187-8551 sRER/NFrh/)v)II3ET 4-1-1 Tel/Fax 042-346-2309( B ) Mail: remudy@ncnp.go.jp

FEEEC 2 07 1 — (DM)
ARRAFARF e EFRARR REFER WRESKMSHE BARGPREEFHAE 1918 - HRBBEBH L > Y — (Remudy)

LEBMSFIFT AHEEMS A O 7« —1BUEHRS : B IEfR
T565-0871 AMRAFIRBHWEBE1-7 Tel/Fax 06-6879-2587 Mail: DM-touroku@neurol.med.osaka-u.ac.jp



	Remudy25_p1
	Remudy25_p2
	Remudy25_p3
	Remudy25_p4

