4
av iV o= d

2024512H2




B1E [FH - TEXER]
~E8H  r MROFRZ/EITLS~
[EDWNWT

&) s o i 7

III Ili"ull E_!:;




[EU&IC

— g ELE AFEFAEBSEATIAN (INES) (F. BE - MEDNEAREL DT, HINEERDES
EZX. TOENPECBERICRREND LN, RELRERD —EXDER(CENDEER.
BERR/BEZEERZTOIC, ERESE - 7THTZTEIRTORT—IRILY —HEE
92 [BEERTEFINERBRERZBEI/\—hF—>wvT (PPCIP) ]| Zi15 LI,
2021FEN SR LEE ZITDO CSHR U,

DI COPPCIPSEEID—IREL T, SHFE12H2HI(C [EE - ﬁEk$%~%%-$E@E
ZlRITED~] ZhET DECERDFEUE, BF - EBRMZDROIC. FE - BRRUREZ(L
UsHETDHEDBIRT—INILYF —N—EICEU. E%ﬁ%j*jmtzAw%% mEZiE
DHVEM(CDWVWTDED. BEFARNEARNSZIBZEIMS ERDCEECDREEDENE
LTWET,

F1OB L5 E(E, RiEEREUTOMED T ZHFOELEIC. BERREERBRIIES
(CXKDIRILT 4« APy 23>0 AREOFMEZHKICAER U [RBOEZREITXIS] XET
07 S5 ADISEEKR(C K DIEEETBEIDOFERE E TN SN D5 —8. BSNEREERD/FE
RARUE —FT A4 ANCKBIRS A IZRILETDEEC K D2EMBK T, £ TOSMAIC
EDTCEREDDARERDCEZBIELUET.

FIERARRIE, SEREBFEHNCHELU TV FETT.

) g s P

INES




2477095 A

1.FSKRE © 180 —BD —rtEEA FFRERISATRAPIEER
2 RERYE . EREE KR B= o4 FIEESBHKRE)
3. h=0twv>3> . [EBEBRORETOCRICESE mMEOEZEITIAEZES]
3-1. EEE . AlS BE £4 (BEFBAEREESRER)
3-2. BEMAGRKREDERICE
4, [BEOEZREITRD] XEITOTSL FEtzvE 3>
4-1. ZIETODT S LDBN
4-2. BIRRSCEUAR(IC L BEBDRE
4-3. FEEEZEN S DIEET
5.8—8oO0—-=>>7 (593)

%fé?ﬁ?iiéé (_EITEi‘?\ﬂiﬁc@ EEZBHEEBREERRRE
HE = x4 als Bl sex

{A%8 (15:00-16:00)
- SEETORY NDO—F>7

E—ZP (16:00-18:00)

1. AT~ [BEOEZREITELD] BITOTS L BIRHRERK
2. BRANR N (WEV—FTa1ANNIKDSAMT,. b=otwv3>ire) I .

YT F
3. A&E&E

R KR = A

GE=w R Y BEETF9 ¥ =)

N\
€D) i R A




5 2 BPERA A MRS

MASK OF GODDESS

%Q%ﬁﬁ%%m%%



FHEEEFH

+ & — At ELEA FSAERESHA3CFR(INES)

TIANYIR - NVRTPIVINO—ARAH
W 7 BRaHEYIEIFr—

E43EY. BAERHS. BAEERS
% IZ AAZRFS. OARSTEGS
FERERETEGS, RNREEFHESS

€ ginsmmsansem

INES




BRIEAERF (—8)

— %t BE AINSPIRE JAPAN WPD g2fREFE Nins . HPVDOF > for Me .
Fy>oH— - VU1 —-2 3> XA%AESt. F5> - N\L—EEE BEBDS .
FEIFEFERNEAGREEEH A NOT v —FBE S . SHUBEMREEEES - ik
2= (MPN-JAPAN) . CFSXExRY hDJ—20 . —#8(EETEAS > D)(—=)L |
MFPIERY N DJ—2J0NE . —#ftEEABENAD/I\A/NN=-X2 277U TXR
BRIIIHNZEHAE (SCD) - 2R EME (MSA) REZREER G ES.
ENILIT 1 UMRBEEROR(S<E5SRDOS) . —MtHEIEATeam
CML@Japan . BXENPOEAN SHRDC EBRERERY NDJ—20 | BEFEIES
FEEFEABARIDDM®RY hDJ—20 . BENPOEAN BRI F—EDE .
—iEHEIEANBARRIVDNABEBEZRY ND—0,. —iHEIEAN BAE#R - EKE
HiniEs . FEIFEFFENEAN ANABERDSZSS | NRARIEAZRIIED
ANEFEDS., FEFEEFEEEAN/F 22w/ | —REEIEANILZ S
FEERARY RDO—F>2TJdD% (VHO-net) POTS and Dysautonomia Japan

(R T4 AA—-K/=77) . LAJ%FY RTwinkle Days .
BSEIFEFEENEAMBN—3 E

(B+ElE aFds) 118388 E

&) s reimm pr 7

INES




B1E [FH - TEXER]
~EEDFRZBITLSZEI OIS LA~
[EDWNWT

&) wns peamms pr 27

III Ili"ull I'_':!:-‘.l‘I




¢l

EBEDRZEITESHETI OIS A

BEVPTREOSEZHEL CLKZHICEBENERX DRBEZ BERDFZmDES (CEIT Tl &
MWAYITY, IeEE BE - BEEAREOMEZBE LU C. BATEDOFEZEITTZWEERX
TLWDREFRNZND T EZHD . ZDOXSIREROEDHAZZIET D EEARYRT
EEZRTVWET,

AKIOTS AL BETRRDS—EEBDT AT 70T S2EHD2EDD, EEPAMARERE
DI TIROENRIT CETIRVERBEEURCH U CEIR T 2ED T,

Flz. ATOTVSLADREZ(ISEFI2A2H(ICHET D [RE - TRAER] O0JOIJS LD
—D&ELTUTIhNET . [EBE - mEXER] (. BE - BEEAKZRLC, &E - BERIE
BZFIUDHETDIHEPDIRT—IRILY —PN—E(CRL., EREBRIZEITOTCANDESE - ™
REBOREECDVWTOFEY. BEBRNERNLGIZIEZE IR LIRDEZCDOREZD
BHEYE L TWET,

[F& - TREXER] ([CTHAXROFENNE CBWVEFSEDHEA TS BERAKF(CH
SN, BRESADEZREITIIMDEANHESEARICLEN DTN T EZHFLUTH D ET,

) g s P

INES




¢l

EBEDRZREITESHETI OIS A

7 B

7 RIRDS—BBD T AT 70T S 235N BEECAMARER EDIEBE TRHINET
TEERVWEBEERCH U CEREZIRME LB a8 T 22 Lk D BETAPEENEIK
DIER DIREFHROE DIHAH = HET D

[ BhpkXi5k

BEFIMEX DFRERRCAITEE TS >, LTFUVINH XIFWAZEY—5Y hETDED
OBCRILFEE [CEF COmD RS (BERIZES)
QHR(ICET CTOEDIEA (FZADE. EFHEES)

[ %EHk
- HRERTEET 2EERE. BEREGEAR. EBEADESHE
- 3 EDFEEIEEZER T D

o 1EWkd=0 1205M (LIR)

(AR R ERSTEBANBT RO HBEERR(CK DEEZER(CTRIQRE)
XAE(CIL U TINESHYEEN (T DENEER) (XTI DR ZITD

[ BhA%EARS : 202518 ~128

) g s P

INES



il

EBEDRZEITLSHETI OIS L (#E)

B BEESE NAEEEHEZTROEUCEBRERICTRE
(1:REE) SHEEE. (BEEB) BBEAESTOTILEFT—23>2+QRA
mEEEE
T IRER D #AAH DIRFE A N D H
BESAD—XZIEE. oL, BEARNEBRNS(CIRD TULDH
EIRDAgEEN D 2h (@R 1—)L. FEE)
fEDEARICESE (CIRDREASADEENRIFTET DN
- EYIREEESEEIZEM L TODEIRD (BEDEEE)
B BERNE
A
FRERUIEVGRERUZ—X
BiYy, @@ TS5>. Xo2a—-)L. F&E
HAF SN AR
mEBRER: VH7IZ7. BURIUIRE. THEGRE. INESEHRENSEBR

€ ginsmmsansem

INES




Bl [FBH - hRXES]
~EBEEDFRZEITLSZEI OIS L~
BEMFIC K BEBET S OHRAS A RRU

oS5 BHEDEENETEIIC DT

€O wiws rmmsiie



2R R BERADEEN B H
[CmFTEERDAHA

— gt EiAE AN BARR - IR E A SRS
BBEE K BEX
https://nanbyo.jp/

202412828 BEOFEZEITLS1ZIBIT0I 5 A


https://nanbyo.jp/

H=NUER

1 :IbE

@%ﬁfﬁ%%ﬂx V) & EERE ;tdﬁri LTHY, Beﬁf%%%ﬁd)i_ﬁéﬁm@iﬁb“uz\%f‘%%o

QEETRSEEZEOHEICLY, BELOERIANTE->TWVE,

(320124F DB 7 TR a8 D fE AR 1 %Er/fd)%u IZmly. KREGH>RY &Eh->7-,
CERRIIR IFEBEERIEIREBEE > TH Y, %ﬁ?%%#ﬂfu@m )

@HFZFEICT L, BEOERAZEBLEADL, AE—T 41T - #HEL TV TZHD
SHINIR LN,

2. SEEIEE (O-))

%&FH&LOD%@JE% (BiER) T4, BREE2OCHABREZZEOLE /L
HEL. Z<DBEEBRI S, BEBRE~OI EAZHET 2,
@ﬁﬁﬁ%b<aﬁﬁﬁbdkiﬁﬁtzmni>
Q#FEEE® D HEERFEZECBUEEICOWTOHERE
QHFEHEDIF ICET 2HEME. HRIEOHE ICET 5 EME
@i TcHOHEH SRR D= DEME

2024512828 [BEDOEARBIF LS ] HIETOS T L 14



EBAE NRUHIFIN /MR

3. HEIART
@ii/}ﬁn&l_@;éiﬁﬁﬁ I"j if"%%%%?ﬂ%%@fjﬁ\ Z\g@/ﬁ\l/j\nﬁ/ﬁg\ na%%ﬁ%%%
B & DEIEEFEDEIE, FEFTES é«@fﬁé@(m%%&lﬁhﬁ)@%%o
QOEEDRERC20BFEA R MMIT, BRREETHHERODE 7 E—ILDER,
Q@i REEEREBR (BiEk) 4 X2 FDEHE,

REA XY M FIHF - EBHEERBL2E 7 4+ — 7 L2025 TOEBE KT, )

4. BRGFSNDRER
@iﬁﬁ,,}ﬁn&l_d)%%i}ﬁ 7]‘%/? 73\:% E@ﬁﬁﬁ\xA Z [z __]__ 3¢E§%§‘E%7b§

B DT mﬁwﬁ@U@%ﬁ%#ﬁzé

QFBERIIBVTH, BRBEICHTIZEDKEACITHOEZ ZIBET 52 &
NTE, TNETNDEECODERKXHALBEEITA 5,

QFETDER. SOICEHMERNICHIHERNRPTE TOERE DEET 2 & T
R HEETOERABRITHRIICITZ S,

2024512028 [BEOEEET LS ] ZESOV5 L =




I#RAa700H ADFLS5 - =S NI0

IR 2 1B I T DHD=

~C (D=

=]

NPOEAMBN—3L /| #IRBOHSENEZEZ MRS

F5E2 (LFTHDEhDE)
ryoiku.org

202412828 BEOFEZEITLS1ZIBIT0I 5 A



GEVOS]Y

HREZMDE RN ESR RS

-BIEDIRETINIL I SEBRE X700 ADFHE
OREEEREIREALEEEEAREEOA—I (BEHREEL05HA)
QL (EEEREIRE) ([(EINRVERE (FHIVEER-FEMIBMRE600~7005AN)
{EEROESEH), SENERENBNEEFZHREOS VN HSBIRERR] - RENEA TLR
- NORAMNCL BB DR EDRN T, BKEAE D EH MR E N KE T ICEEOTWVS
HRENMEIIBLEF. FETORONEZELEHFNIOGHS#HENEEPIVHRICOBRDNS
X | OISERR, AURE, BANEHREL DENCRAL. ORFEE CHFE) —O0NE. OBEOLCRIBFEED S,

HE IS
BEIEN - BEE ERBE
SR E OB IREL L TR GREA. ORERREENEERARICBASNS

k- RRAET - EETORANLFO NS Q@"IIRA N TOMBERANLE

B (LB

FER et

2024F 128328 BEBORBZEITLSIRIBIOIS A



AEBAEF R MIFFIN SR

3. ABAE

OB DS INAE]1202501ER
—>2BAK - TIRHEBIZE 300 0N FANEL
+ 2 ERIBIUIEEE DX

@5 mE M DR - ILK
7552 S MRS Ot om R = B im Soite
FHPERESHBEIBARPTEEADK R
—>sg=40] - ERITH : SEE90%L £
—ESEBR  13884K-17(0
—FeESA (LREEET)I. BEXERNIT
I XERES)

QI #REMI 12 T—NICLIES VRS LB
{# (2568)

4 HAfFEN SR
OREDRT - RSP HEEHD
sReAE LT, FES BN EEEHOTIDILE
LGERAENS

QIEEHRZIEEAERREEDXISE
9% ([EEBREEERLO—E)

OHIE (BIE) [CLBHLEREORME.
ATEE - OIS TR
SWsAROMsEaEoRERE |
RREST T ETEHETORE

E.u_xgn__ ﬁ

202412828 EEOFEZEITLSIIBT0I 5 A



RAGEDOERE Gk
INFDIZ T
FBAREFEICIREITDIZHD

A R=oA > e TS

SEIEEFIEEEN FEEMES AN —FEES (DM-Family)
EBEER KEHED
https://dm-family.net/

202412828 BEOFEZEITLS1ZIBIT0I 5 A



=1=1=]
H ==

- ERMEEO8SE rEnn. ERuszoRE. SRR EORRE T zEel (X
KERED [ILE5] 2203 EDTHD.

- RAEGRDBBEREDZ N BARELREFET MLV SRDER,
ZEESR, BLFaRRE

- BREIADES EFRIRICIE. FEHE68FRDITH.
KRERBEZFAFE U CLSIRERFEHSHHHSBF SN,

- —7. BATRIS VEREHLESETAREN.
BEEKREEIWVWDTERDZIZENTES,

[ EEAEEROIRGEIBIRIEMEEN CRAIT D HA RS1> ] nstan.
[ER. BE&EYOCZOREHSKkOMNG>EIHE] (T
KREBEDBMEMR/EIEUZRBVNEETNTLS,

B4 [ 3 RAGRE - BILHEF(CRIT DIBHmEH]

- TZI2U. T NBHRIZHEREREBICRET S L]
BEPRIRO2E(CTRHEDE S DIF TRV,

- BAEERREI. BROBEEEFHIRHZRORNE
HADEBDFEZRHA LR

202412820 [BFBOFA RITLS ] XETRT T L

AREME X ~OD 1 — D)
(CKEMDF)

Muotonic Dystrophy Research Support & Care Get Involved About Us

Watch the 2024 Recordings!

YDyne &2/ ¥Dyne

January 26th March 15th July 12th

Watch the Recording! Watch the Recording! Watch the Recording!

Det|

vyne rORUC™ radolm?
Neuromuscular Diseases

20




NN

mEINE

BE EENk(C
FREREZTS

= —Zzh.
72— haEZSEd

BN T EDLDIEESR
MEZSNTULDDNH
%wmg%ﬂbtmﬁ?

L |ﬁ$&’ﬁ£1ﬁ7&a‘5ﬁﬁb\§_
DRE(EHDN? -

AEANE RUHIFEINSAER

BEE685%
[HARSA 2] O
EZEEFHBE(C

HET S :
mEBBER (J-))

BEEKED, FRPOBRBRETE

FLLFHRZRSNHR

AR DR AEERE D RGBS
220

_'%ﬁﬁﬁammwmﬁvénnnanm\

FUWARDRERICEAIRI RTINS DD
AN OYINSYANA

202412828 T&FOFEARITLS ] XET0 I 4

DX SRBFEDNEZSNTNSIDI

HifsSNShR

BHki=HECL > THE
&HEFED [ERe
FANEM] 28D

BEIRESKIE. B5
DFEGERBSULED
B TCE®N(CHET
EBLISICIRDB

BIMESR (CIFIRZAK
FEIDLT BF
DEEDFTZHS
B3

21



¢l

EBEDRZETLS3HET O 5 AIRSEEF

A& BREZHREX (RP) EF&S
SEENIE SZIIHBDITENRVERRE | Tl BICHRIRIBEIGEF % |
He= -RP(IRBERIBFIEB THD ., EYIFIER (I REAFNAE AR URPZEZ 2N E
Bz (FUHERE(CETZBEENN . ERIOAEY)FHRENCLZBBECKSRIEEZRH TS
-UNUAEY) ZRIEE (FRPEEDRIRIBEIGHERHSN THH T NKEHBTFEOHE TOFEEHD
WeHEEEEN T (ZEDBRVEETHD., M TRANISAE CEIAE(L I 3BENFEIEID
=iy B USEREZIF DR BE EDRND BEFERIMEZ RV B/ BEOFE 2 SRR HRZIAS
%)
- BEB BN RBLR IS (T RIFESH OB TSENMNA VMR EDOIRIADIRAZZ R 5.,
SEORB(CEHTENZIED
KRS ‘RPN RE BEFAREORENCL DS VRS ADOERM (. A>51>)
-BEFELOER (fF. EhiE)
- BUER{PEE L DR ZFEL, FERZEND
BAfEEN3 JRIRDIREZAR T 218 ZIED . BE SNSRI TORETELZIED, BEEOFTRELZMZILTILK
Rk SR SFETEHYRCE, TR A MR AEREL, T ACHRRVBHEMNEENMFIEIDN, HIED

EREAR(IIED AN EDIREBHINR-ITHD, BEESEDCENTTREN DD EZAR(CLERUE
RREIFERDCTBIE T, BIRREFDROEARIEZS | T T FBEZHAFID

&) s reimm pr 7

INES




il

EBEDRZETLS3HET O 5 AIRSEEF

Dl —iRHEEEAN BEHIATNAN-ZZ 17U R
SEENG RADIDVN-Sv—Z—%B(CURBENBEORA VR > MERAOBDIEHRETD —
D33y
ae BENAEFENHEVEL B4NE. {EENEO QOLOKTZIBULTWS
CBENEEMIDZEELRRAONAIN (L1227, P A, [BIRAEBE) &R0
A BN RZBUINEHFHHEDASV\ EIEZIEIE, fRKRZIRET TS
=[:y RADION Dy —Z—%2EICZLDEENRORAIRA> M T REHRDR O%EIZEL.

FiR/aFEREEZIDE(T D

Pl
&
ot
I

-2y ORME (RR. KR)
-BENABEEEMECLIEHEE
-BPIECLDIIN-TI-)

Hﬂﬁéné

BEFLOTT BRI - XPRIELRDOIERCDORND
BEOIVIND-XD  EEBSHERRKRDIRET (CESINTS
- BEZROIEE

RAVINA Y MERICEFT D23 OFKIRICET. BABREFANBEEZE#IET

€ v omms s

INES




BEOBRZREITELSUET OIS LARSEIE

[

Bz o/ \HZIHIE (SCD) -ZRMEMAE (MSA) £EREERZES
mENE BESBENOBRLEITEIEITIEHIRER DG BRI DN E DS DBUERIES

e CFRERN24FE L _EAGREINTORW, 3FINFEFRE PN, BRGEATLRL
cBEE CIIBENRICLDEBERMBENE PICERRERERIN —EGFHERTIIRE
ETZBESED

SRHMT ESAGRHIEZ R BEBB(GIROHDIZEA(CEAUTEIEESNDEER T
BERUDBERZITOINSEOBLEE 2R EFHEACIRE

=Sliy - EEZMOBESNSIMUELZERFZZL

- FRBESEREORMOBEFS. RERP B LBV EFRRZIRDD

XS | -BEEFRUEREREANDOLIFv— NUBE S EE O, BEEEIRED

{BESBHEEOHRRICRMBOBERE B DR DOEM

HifFens | -BEELTOXRY M -J8ERUINEREA. A& EOEN
PSSR HIBOEREEORREV CZROBESNEEEEINSIN
- BB DERRE D] RAL. FEEADHARS

&) s reimm pr 7

INES




BEOBRZREITELSUET OIS LARSEIE

[

Bilz e S E FIEFFEFRBEABRIDDMRY T -4
EENE 1 BB ARROHISEE - KIx=0DT MRS —581E

B= MRS RIESETER BRREBFHNINEUREMEECHD. BRI DEIPE6HD

S—E. TN A ZEL (EOFAERKR RS OER M2 BalmUBEELY
BIENAHE

=Sliy SR EDEERIEFRERGRIAT MRHS —EB 28U TAMERZND

-HIEEBE - RiFEEERBOEE ZRMEEL. EINTRE(RFHETEIIR I EE
HID

ISR E - R OEE, [BIRHBZEUT/U/N\ U B ELL TER Z IS

-V RIRDS —EEN ZEL ORI -5 -2 FHHE T S

XERNE | - BHMOMIERES  RESLOERIR=

MBI ERE - RIEERES DIRS D L | 2B

-HIREE - RIFS OG- ITHRFEFEZENTLD . BERBEERE)U/\DE FRk

HifFens | -#ESEE - RIS ORI ZEVILESH D, FITEESERE - Rk HERIIENS

PSR - EEFR B IREE - TiE= O E| DB OEC RIS TORE - RIKICLDHEOD
&&

- JFHIETOY FRAS — BB DTS BIBA0ESZENL. EZEIN I 2L LD
- R A HIR(C LB IEB DR

€ wins s prge

INES




il

EBEDRZETLS3HET O 5 AIRSEEF

Bz SRENPOEABARTUIINF-ROE
—Hyi‘il/ﬁ)K?l/)lA‘— NUOIResRBEBEDEZfEITS S

mENE EREZVUINF—RENSHERT DRI FZERKOATREE) (55280, 553HA)

B P UINF—IRESREANEH OERNS7 ENFEBRUIN %%BLH:‘T%_GUDHRD%H%(?IEQCU_C@/V—C
H59 . BIBIMBETILR I L. BEREDIRST VI F —IREERDOIEHTALIFFBRVARICHD
TPUIF—REBEEDPTOXRKL, BEB BRI IERAEIITHC fIsIHIF 27U+ —ERE
DIBZE(CEIMNFSNTLD

Hi BEMERTRCHEI DTV F—IRBIROIVIRIETR, ERDFEAHDRELIF S ZINEL BB SN SIR
21TV INRETUIINF—ERE, 7 UIFTRBROEZZIREL. PUINF—RBIIROE TAEDHE
EICEENI D

ES S {ERETVIF—IRENSERING 2RI FERE DA ORI
°3’)0)ﬁ5HA(LJ:Zo/§E)J (DR 1 PUINAFIRERIRADIZS, D=2 1 EREDXUNLAYTS

>—M) LICETHREILIRE, DRIR 3 | HINETUVIIFIREBIRODE)

HifFEN3 -HIERFRICEIDIRONTYFDR X LT SEFIOHE . EROGEHPEAEGH PR RELAD

RS BEHNT

-BEEROTIIACADIEI R EZADERRN . KEF7LIF —RESROEE
[ HIRETVIF —IREROOSY I - | OEFITHIRS LU EE - EREFEMRZIRE - 5T HL
T7UINF—EEN RO HR(ICE T 258AM L

&) s reimm pr 7

INES




[

BEOBRZREITELSUET OIS LARSEIE

DN NmAEEAN BHAEOANERKIEDS
yEEN H(CEFT LBICEHEDS B ~BHANSHFEA~
= -EERENE. D—F >0 75— 01BN, SHENEDO AR RBICELIN ER i T S REIRE
ERRDOTWD
- BERARUKENE Y REIRDOZIBEEZZ(TAEOHSH R/ PESHVDIDDIE
P EBRSTHED, E7YR—- NEEZFRL, IEKIT BN HD.
== RAENDIR B0 RARORRZ (INDERINFEANDIEL VB FFZ S (CaEESD . FRANE(CRDT
HTIHULTESEBIHAEHSDEIR(CDORITS
-BAVPREORAFEHHANSOFEETIIHERD
KNS | KR -BERRDETOZRIIED AN EXED=DREFR], SRAAEREFE, MiEz2ERULITR
HAFEN3 | - ZBAEADIBEZDOSTIENEH . I PRERE (CEUD BE LK ED R
R ER HRVIVYIANY—FT— GREAEOH) ORXN. ERIROHEE
- BAMRMLRTE ERANED AL RIEDOREDEBIENEHE 7 HR— NEENZ S OB
DIEZE
-BHANSODRHD, SEZHWVCED. LORVWITEATRICORND
[ HAEHSDOERIRZHEIE T DD DFZRIERERE I DEIRDIHEE
UEEZIEZITICDDAMER. E7YR— M RYNT - DR - 3K
-IPZEEOBERIEDZIESD . TTEERRIDS L. SRAERAEMFS BOZIBFOEDEAHZHEIE

&) s reimm pr 7

INES




BEOBRZREITELSUET OIS LARSEIE

Diyzez POTS and Dysautonomia Japan (RyY 7R F4XA-RJZ7 Sv)()
SEENE POTS-#2X 7 NMEDZEA A RIWIDVERR ~BEEFSEEANOBETOUA ToRMU iR 2T X
oA Z B~
B= o  POTSZZETEAEBEMEN D T, (FEAEDEBBEIRRACEYRIZEZR FRENHET
YA

PETEZETETELICTIHOEDMEAHDHEEZ B LS EIACELEUN., BEAEFSEAETEDEA
ZHEET A8 - (THHAFZB L TURL)

MOERLBRIFRIGZEA A RIYINKREILN, BN ~40RMIETOEEICZK FEOBERF
SRR ER Z E DB RN IE AL

H#Y «  FAFR(CTEALITRRAIC, BRENEMTEDORA LT ORHEARL BiRGEARL a2 Erlz(d
Ut I 2R BRI T2 RITDENTED

15, TERRDRELZIEIRL  IRBUSBUIDERZR FHEN TED L FRBUTILUIZIEU L FERR(C
HOSBEDOAEMRESN. #IZ. #i55. BEEEOIRIOBND

KHENE - BN RIVIRERL. SEORE DT IEEISERIAC
. }_ EHBACEEEN 1 Ry zHBL. ZFMOEREE TOERZREANL . S2FAH BimDHE:

=g
BN |+ DRI RIYIICEEDEDIIBIET, DROBRENLEA, BB RER 30N TES
R S EEN, 2 ES MISDERHEIL TAEAIL. PREHORR OIS

L_TI(LJ:V)%%(DF IROEE. BYIRSARZSRINS LRSS ZBRANTEIRENMER

&) s reimm pr 7

INES




— RSB AR IAZESPR (C D LT

&) s o i 7

INES




SHEIE

D) i p s 227
INES

H BRSNS B 1T o7 RS | RS 1R

DI19ITFEITHE RS EL TRAL L E LT, ITRRIT K
BA e T BEEHEE LU OFEI IS R e
BREAEm) TR E 2L EL,

B AR, BUR. SN ED BBV T, [HERE
NOEBRZDORBEIZOWTEDOARE A DA 23
HEREE S T 5, REONGELUTHFZEZITV,
F RS O BMEE NI IROE S E TR T CEELT-,
201847 H L0, —ALENE N E L TEEIL TVVET,
ZIWNHH L DERENEF D IGAHRALL ., 215k

H AN BT AHEIC OV TER RO AL A H

HNTIEEN L TV ET,

&) s o i 7

III Ili"ull I'_':!:-‘.l‘I

(i AN 4] —AtEEAN BRI A ST RT

[ & 4] Institute for New Era Strategy (INES)

[Fr 7€ ] T100-0014
BT Xk HET2-9-6 +42E /120552
TEL : 03-6225-0016 FAX : 03-6225-0174

i . Al 20184E7H2H
MI9ITHRITRA S L L TER AL

[% Bl )& £ & 3} & X
HEE M#HEH — W
® # SEB - E
B #F &K E A

[FENE]

WENIT BILWEMRISELZBORIE S 72252 BrIEL .,
ZOAMITETHD  IROFZEZITH,

LIE, #I5AILFUR, AIEN EOMOEZE - FIREDOEKIA
(ZLORHZRFTITH . BURHIEE, RFBOR, SR ME, tha
{E =l A e e e X TRV AE D AN R = B 5

2. BB THBR3E . HUIEER 38 M OVA e fifi 5% D R % « 45 P - S B (2
T5EF. 58 K OTHEME

3R EK NFUROR =BT 58S | 558 K&K TR
4BEE. VR TT L, BI SO, RN OB E
5.XE K OFIITH O BT RS9 25

6.5 FEIEMOUNEE, ALBE | FRt

1. DM DIEND BWIEER T HTD I B R 3E




i HEBEAZEAr (INES) BURIES -

2024/04/20
2023/08/04
2023/6/22

2023/02/07

2022/04/09

2021/10/05

2021/05/28

2020/08/12

2020/05/20
2020/07/27

2019/01/23

2017/7/31

O3> 10 MEiE

[LZIEDETEDERZE X DRI 5L

BERHPAFTERODICEDE, [FEIOFT VI AEEE IO NBRIBLERZIEE
[EROEERE/N-LVF 2322 EZ AT IFEIL

INESHhERA IN—2 3R SEL TOIRIAEE S - M FIZFEDE R T

BE - MROERBRNOSEICEII SRS

[BEBRCERNERBRERZB19/(-M—>vT (PPCIP) 170 1) MAIRIAE) ~BEORZEH
B ERRICR RSB B Iesh(C~

hREFF BB ROKECES U BRI BN R IAS M A IN-FT1TRERRD
MBI REREFHR

INESHTEEA IN-2 VR RZFHERUAIN—T I RERROFHMERR TR RIS 2T AORHEHZIRET

Nl i An VA co s

[ IN=T4 TR EFEROFHEEFF RIS AT AORAHDIRET IFEIBEARS5 A5 (20204F 48% 55)

[~FFATELOEESADVRNMERZEIEL T~ —MEIEA S CEEBSEATIRT (INES) IR EERT O
ST ZFEE

ANEL100FBA, EREFHZOXRFZEELC~100EE (BF) ~ZRE
e ERETHEORIZBIEIEEOR-BRIRE

€0) i R BF A7




H=CRTIEFES

ATz ')~ g L T
' : #ﬁﬁﬁ@f’iﬂ( ﬁ%
va—h Ry r°“eS‘ePJ Sam b KT KRR va— | kv HHUL] v roe (XS0

@» "Umff’ O)E.’:/r:m\cw '

\"iﬁa 1 o BTERRAY

22—y 7 5% [l foryou MASK OF GODDESS| Radio TETHBOBLE&SINEY | (T PANIKKED |

FM YAMATO
77 Tanz

(i'Hﬂl'U M

Radio/Podcast I'A)IIFIBDORY —VTF7F— (=vRVHKE) | (BSHT L : FTMm5B HARDS) EM YAMTO




SEHBRTENRNERBRRRZAEI/I\—F—>vD (PPCIP) HiE

&EPPCIP

" . . o Ba-TREMEAMULR LS
[ A CHP ERERERE RIET/<—F— 7 (PPCIP: BRREOLIELS siaolda R
Partnership for Patient—Centered Innovative Policy) JiZ. B3 d . DR 4 &n:-mm R
FH A DI L 78 Tho%o— kI AHTRE A BERE RFSE BT (INES) ool
PEENRER L700 BB TR/ A SCRMIR - ERIE 8- T 7 7 2130 BEAOBE LEXO
W ET DA IR AT — I HNH — LI S — b — iy 7, EMRECSIIMNRS CAg il
PPCIPOBRBRED <
=51 REREAOPERAD
IEF ARS
1)
WEB https://partnership-pcip.jp/ T
YouTube https://www.voutube.com/@ppcip4340
Facebook https://www.facebook.com/PPCIP.INES REERORY e
WEBYAh-SNSICZBMNRA FAINKEEATOUERZALREAN ESEMINTIRWNAOER
(2022%5R)
m;n \,_ - -"'F'(IK‘;H'-f'.-",‘f.,\'--fb‘.‘5:':4!1{'-'.;'-3501: A, ‘
| TRUBEAGSNS SRTCHE ENEE dRR° '~Po BA/ Ay T v AR aaae _WREA (mEwomismos 202000 MM |
" 2 o3 "y . . USRS 44 LIZyrTwinkle Days mn Z‘J
BB~ EENPORA AHSABKEDRESS P&
— FO-1L-ERN SEOR 4] —o,. m ;,,A_ O -1 B xwWe
DRI ATHERAZERN RN/ & S E————— b R RN SRRl |
BB BERABRE IR -t A BEENTEAD=$2 0 =7  BERF
—ﬂ?iﬁiiA'f—' LAV, G e 3. L ) AN BHT i . ' >
3 SO R e | NPOZA BRh=-3L& BER2 MTARNERZA FEREEOLRS Lt 85§
AR SRR A =S ~ERMEA REOATAT=ZL1PYoA  BARE | NPORA HATt=541L8 ER AT
PPCIPR K

&) s reimm pr 7

I
1 .'I'|__ HYE™S



https://partnership-pcip.jp/
https://www.youtube.com/@ppcip4340
https://www.facebook.com/PPCIP.INES

SEHEBRTERNERBRRRZBIEI/\—F—>vD (PPCIP) ODCNFET
B

REDRE B FREA~PDBRE
202244 H | :E%ﬁéﬁﬁcfﬁ&?ﬁ(/ﬁAU&ﬁ% EIREBUOR~O B - RO & BT L5
Eie) REIE N RS AR U EVEDT= D DB O A BE T HTI7 R
JF ke e U R A E GG D3NN T V3 — AT —— R Ll o TP L, iD=
TAZENTE, RRUII > TH L L TELED DD FiEEEwm T A% ER T TNET,
R EFASOFEBAZBIEL, B -TTROE
SEEGE ~OZ WOV B ELEL,

AT R o e | ,

NERSRMEOHER TSR TR, EARNONRPAT 70 LA CHEL (CEAZR S DA - TTRO

MR | S OSCAR (R O HE 2
$HTE TOM YERR 3 s EWML TR
WTE EOMAL 0 EERELSNIRDOOMUFOEEH ERMLTILEXL e o H ] P PEEES

— EX - NMEORKEREENRBFUILOABICPRTINHCL2VNURE -ER — HA UATE L R AS A 5720
1) PRUSUCMACENGRRISHSBE - DRAKBAKES LN DALAR IR SV DU Tiggam 24T
RUBEI DB L LIS E CHRNGARES STHTROES WELT,
EAREMRL, ENENRETO BT LRATS- BE B
BAEEE. ToMf NEZ N0 B ELTORE 27y
LW EROBBES BN TIEOE P
3) DTHETIROLLINEENROLLY. KRTAOBRR PRRRISNTS
BE - BEARBACETERVREFEORLA HIE W CH LSO RE Nz HfEL Tk
sl EMTINE WL EOETE % v G A a L CWDO, B - TTRARDER
4 BT EBERA R i 2 E B %185 B REN EL TSR E D S5 iEim iz
BNETSMN. B ) LD [ nmie B> TN DINENDT2DIT, EBEIzH
~aneanun A3 0RMTR 0T By ORI S 7 — ~ T [BEHEDX
ENFROSRERUSARCSVTEY TROMHERANTVETLENE HiEHE |IZ OV T, PPCIPRRR R R AV
3 RETINCARARENLERENNBRLLTHE IN—NK T B EHY L, R %

1ITWELT,

€D winsreumms i



—AgttEEAN  FSCEEREAZTAT (INES)

T100-0014

RR#TFHXKEE2-9-6 +£2E)L2055=F
TEL : 03-6225-0016 FAX : 03-6225-0174
Email : info@inesjapan.com

A=y eless

BaE - MEXEREESHR GhrisEBstATTFr (INES) R)
E-mail:ppcip@inesjapan.com

€D s s 22

|II l'i"u'l .!:-‘.I‘I




	Slide 1
	Slide 2
	Slide 3
	Slide 4
	Slide 5
	Slide 6
	Slide 7
	Slide 8
	Slide 9
	Slide 10
	Slide 11
	Slide 12
	Slide 13: 難病対策議員連盟の活動再開 に向けた取り組み
	Slide 14: 背景及び目的
	Slide 15: 活動内容及び期待される成果
	Slide 16: 『難病者700万人の就労・社会参加の 選択肢を増やすためのあの手この手』
	Slide 17: 背景及び目的
	Slide 18: 活動内容及び期待される成果
	Slide 19: 未承認の治療薬情報を 公開の場で 患者と家族に提供するための ガイドライン改定活動
	Slide 20: 背景
	Slide 21: 目標、活動内容及び期待される成果
	Slide 22
	Slide 23
	Slide 24
	Slide 25
	Slide 26
	Slide 27
	Slide 28
	Slide 29
	Slide 30
	Slide 31
	Slide 32
	Slide 33
	Slide 34
	Slide 35

