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» Connected ribbons & Opening remarks
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Research

» FOP Talks 2: Informing Trial Design: Learnings
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« FOP Talks 3: ACVR1/ALK2 Pathway Inhibition
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» Enabling Access to Therapies

» FOP Patient Panel I: Perspectives on FOP Drug
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» FOP Patient Panel II: A Broad View of FOP




DERNCDOVTELELE LI, CDOREF D FTLERR
BH5 FOP DEEICEDIRA BB ZHERT 5B Ch Y,
BEHRICIEEZRAA 1 PBRNDBEDYSHKRERT —
SHRTEHRNICI

[CB2THY., BEECOFRFIFRSL TOSLOCBOET,

NICBBDLDTT, —THAVORET DL

CD&DIC, FOPICHT 2EFIBIFRZEIC, SBRICHIT DR

Y py28F EHETT

2016 F 11 B 26 BICW AL 28 FEETHBILIERERTE
BE (FOP) BRIERS
FL1 AIDE2013FE8 ATLICDT, MIFESYDREE

S RFIRFEFEMBRE TITL
ICRUE T, SBDOTOISLEIMMICRLETH BESA
BITI 20 Rk 49 BOENL. ENRLICHREZEOTOE
Lic (BB 3). RRAENDIE. FEN 9 FREDUFTYDEED.
HER/ARFENOEYR—I A b PREED ADL & QOL
[CDVWTEmE L& LI, &fchiA%E. POBEELYENYE
N FOP ([CH T BEFIBFFEDOHAERRICOVT, BESALT
KECEDDUPTHBLTREEE LIS

RS
SMMTbN&E LIce CNIFBERDEELICEDT, BESA

ZITSIEHO T, AUSEBT J-FOP BEREKEZIR

DFEBBRCVSDHDII—TICHDN. ENENICHES
LREELTHRLAB T —NICDOLWTELELDfTONE LI, &

BICBOI—THBELEDONICABT RSN LIc, 165
B EICHIcY, BODICBRIRDESNIE DT,

BSANDOBNPEROHRHEICERIAEDDLVIA LY —
A5l BRERED SDBRNDEY PR A NS5 VEfR &
RICRELIC4 BEATLIL. BICSBRERDER D FOP &
HELTBRICES> TS 3TREMN DY, RIS L TIIRR
ZEDICLEL T, BAROBESAICIERZEFELTOIFE
T,

B EERERZAIE (FOP) MRS

RERFEFBHERRUNEYT—Va® F B § B

DIUONRERIE, BEFBEOHEHEBBERMESES
LTz B L TH Y, ERIRICEZBOTHEZ ED D
EDRODBENTVE T, #>T. BESAICHRRRZ B S
ETHLATREED DY FTH. O Newsletter YR—L
N=ITF TCEBBALENBOEIZWODEEERTT,
HREBPFEVICEDNRA B THRE DLA T 2EEBHET

TDOT, SHRELTEBLHBEELTOELLOLEROLE T,

% 28 &£/£ FOP RMIEHRES 707 7 A

O [ 9 FEFDOMAEILEB DGR
RRAFEFEHERE) N\EUT—> 3 VF
HEEE. PRERM

@ [FOP BB SAICHITHOBYR—I XV K]

RRAFEFEMERTSAOR - R B ERH
ERARIR]D. BRSF. RILERES

® [FOPIZ#H 3 ADL & QOLJ
RRARFEFEHMEREY /N\EUT—> 3 UF
PRERM. BEEE

@ [FOP MAIEICAIF 7oERY #Ed+
BEERKFEYT / AEZR 2 —REEIEERT
FiREE

® [iPS #@Ra% B - FOP [CRT B AIZRMZE
REBKZ IPS 1BASETZC PR
POBEN




H28 /&

BRHTEBRILEICE I IREMR NSERS

ey 28 FEEHIFEICSISHE. FOP AL TREBEMEZ P LI, RREBEHAZEEAIROX I[ZHBEDIAREZHDS
Nns [EEHHEUEICET SB/EMEN] OLETERZLF LIS

E10DNREGCR25 8. F20MWRERB 11 826 BIC. WINERRERBRAFZ THRESN. FOPICBALTIEE 10T

([FEED [FOP ST DESHRR] %, 52 QTIFEED [FOP [CHT 52 HHRHABMEDKR]. BEERKXES/ LES

MRV E—DFREEELED ETEBLERERTEAEDSRERFKICOIFIZHE] ICDVTHKRLE LI, CITRE2D

WEZICHIT B 2 DOEXRABICOVTIBNSETOICIZEE T,

[FOP (L& 3 BhEsSH BT DR

FOP BARIE(FERIL#H0 O ENB L. HAL BT Tt
BoiRzT>TEELIc (1), BICFOP EH/IERTHD
ZEDD. FTRERODEFREZTL. BEICHITBEN
% 60 ~ 84 BEHETLE LIce Nz EICHRMENEE
BRICHICOTVB 42 BDBECA (B8 DE178)
DIEHRzINREL., BLFREZT2ILI7BPI4BD
R206H &5 FOP TREZVELTDEREZE > TLSEC
EEERLE LIS BUYDIBRENENERTHB L DR
SN TOBOELFERTLIS

MERMENRBRLICBESADIBERDL S, HRLABRREFE
FTI21cY, BHOZHICOBDHEBERPLAKI S
ET. BARTIIFOP OZWHDEMICTONELDICRUEL
foo BEBICIF 2007 FETICHELICBEBESA228P 16
B 5 MLRRICEH SN TOIZOICHL RFIBOENEER
FERZRDOBESAIBEEE). 2008 FLIRRICEAELL
58P 4BEOM 1B 1 mMTEHSNTOELIL, D8
HZMN\ORNIE. TIREOFTEDKREGHREZEATVE T,

BESADBERE) PEAEE, £F0E Q0L EIFUET)
FLPEELCSF LI, NG BREZILEISZED 08
BRREODEROEHE L TRIDELERAICDDTT,, BENRE
FPEESSVETIING EZLBEBTHITTCERRESA
MFEAETHBEDITH L, 15 BMUBRICRZICET L. 30
LB T PEBEGR L THITTE 2D —EDBESAICRS

RRAZUNEUF—SasES % B £ B

B P RHhYUE LIS, &ioo J-HAQ EWDFHIEZ B
[CEREREEDRE TIE B VPHTICHEN KROBEA Y —
FEE (Fea<IBHESEE) D'HoTLBD. 2 FBD
ZEDOTHTH B D DDHY K LT

FICCOREFE. BEESBENBERROK BEPT DT
TR ZEDIIFIATLIZOT, RS L TEMEEDE
IICHAL. 2015 F7 BICFOP BIsE# MR Y F L1
DNONECDZMBEENZL R LD TH BN ZRFT T B
(C. FOP ZBMBONICH Y DRODRETESESNICBES
AEBOTRIILICHER, COZMBECKVUELFHENE
T2THINE<TH, EEICFOP ThHah &L 24 TS
BT EERLE LIS

FOPIZHITAHZHERHERATDHRE
ERNEFHRAE

G-
FEBIEHRDINSE

-

PUERE . FEFRETORE > BHDMW
QQOLFAEZE D BRERE > AREABRNDER

QU MEZEDREL > 5 EH% (2015.7.1)
@EHRDFEE




CNBOMTEHRIE, ZD Newsletter WYWHIFRIID AR — LN —
Y. BICIEFAEYE L TIHBAOL TOBERIERE X —DR—

LR=ITIBEREELTHY, COFEBISERLMRT SFE
TYo

[EITHEB LR R E D RERHEICQIT IR ]

IWEBE [BEERAFFOPEE - X TJOY T H .
BLU FOP HARMD—EE LT, FOP DREMEDERR S
BAOREICOTICHRICRYBATEE LI, INETO
Za—RUA-TBNESNIELDIC, 2006 FICFOP D&EE
DT THB ALK2 (BI ACVRT) & ¥ DEGHLERENE
ESniclElllY, FOPHIRIFRRIGERL TOWE T,

L DORER. FOP ICHIT2EMMUEBIEOERE. BEA% &
TERT BMP D2 BEH TH 5 ALK2/ACVRI H'ERT B
ZEICKY. BRICERIGBIEMDESIRNSICDTHD
ENHIBLE LI, COXRICEDE, ALK2/ACVRT H'5
DES%ZRET BT EIREUMEN . FOP DIBEE
FEEDFELTERESNTEERLIE (B2,

INODEEDFDEEASR. BRICAUAZNT,
ALK2/ACVRT OMBREEAREICERT2EHD T, &b
ALK2/ACVRT IR TP OFEY A EWVDARIIBTER
T RIFUEDBORRRFNMEEI ST FOPDEERL
12 ALK2/ACVR1 D 5BEMOESHmESND &N ROIC
EN&E LI, ¥IT PHOFEY AIERLT. ALK2/ACVRI
EDBEZBRET DL DBNFEMRNTOET (&)

ALK2/ACVRT & X¥DBDRI LD EPEEDL<
Lz 7 D20 ALK 772U — (ALKT A5 ALK?) @ 1 DT,
ALK2/ACVRI BEENFZRE IS LTHLLKD 1 DIE

BERMKZYS/ LEZWMRE 42— F B & &

o ALK ZBEE B F(C. ALK2/ACVRT DESICH%BRET
52ETY,

B HAE ALK2 OMBRIDREIICH ICHE T it % B
FLELIC. CONEEF. BELICBRICSWVLT, ALK/
ACVRI A'BMP ¥ 7O FEY A ELBEL TERESNBES
ZRAELE T, =BIC. ¥YOREBVICERTIE BMP %45
HRICRIEBL (HFESN2RMMEBtE. MEDH/RSICEST
NH TS I ELBELNEBYE LIS

ZDULIC ALK2/ACVRT BEERDFIE. BN TRA ERIF
MEDHOHNTHY, T TICAZRRICLISERNBEIESNTL
BRFELHYET, EOFE. ZSLIERFH FOP (LB
R ENBBENE T,

BMP - 77 FE VA

W

s l
il
UL | =
— Il B E] U ALK2 (| B3
1
xR
Il ALK2BESF
/| | - [Aemmsz]
|
1
= BE
\ 4
RO B K

X2

ABIN SRR DIBIT

BEFEICRUE TN, FOPDODIZL PPV TOBREICETS
KIBERFABBRED, NV INZPAEOBEIRETH D
Robert Pignolo ¥ Frederick Kaplan 5OV —7C&k>T

Journal of Bone and Mineral Research &WSMEEICHEK

SNELICOT, BALIEOWERWVWE T, DX HIUIE
“The Natural History of Flare-Ups in Fibrodysplasia
Ossificans Progressiva (FOP) : A Comprehensive Global

Assessment” EWDED T,




CORER. BERZET 45 »ED 685 BICHT BV R—
RV bRV 78 BEDP VT —FBRAETT. COPVT—
b DBAGBRIEMKICIE. FOPBHRMARAOL & LTce THH
WIEOWEBEDBE S AL ICREBL EFE T,

PUr—FRIZRT~71TmD500 EHEE L. DREF
73%EdNEDTULIC, ZUPPYTDFERELTIE. BN
D'93%. BHD 86%. BSDETN 79%TLI, OBLICE
BFBSAD NBDBEN EICTUPPY TRBL, €DO5
48% [FMME=E RS L. B2%IFMBELICELTOE LI
CDB2BEVDHFIE, DNONAEA TV LUELT o&
BOKETT., BAREHZRRBRLICOBE26%TILFP 7Y
Ta4EL, XD 8A% TRAMEBILZELTOE LI, L7
Py E e (EB>W\E>HT) ~ LR—~TRT ORTE
FA—RADIRICECTOE LTZ 70%DBESAD I LT
Py ITRICHEEREDET (BADEHEIC<<B53L) 2§
BIBD—H 12%DBESARTILP Py TRICE R

BEERILTOLEFBEATLE (EICEBPESHOILVPPY
7o BUREOBEERBREE BPREMICERETOELIS,
FIEINECEIL 47%DBESAD. TLP PV TR
BORKDETZRBELTOE LI, bbb AER T
WekUET2EBOKIETT,
BRICBLTIFERPTELOBERENHSN TOR LIS
ROBZODRBREEZIMRASEFIT, 7% DOROILT Y
TICHURBEDORTOA Fz@EARL. ¥D>5 55%HER
OBBERLTOE LD, BRICTUPP Y IR SNIC
DIF12% T, 43%HDRTOA FEMAPLIER 1 BEMAICAER
DBREBRLTOLE LI
COHETHSDIG >1c, IMEDBOWILPFPYTH, 2
LP7PvTDRWVRROETDD S, SBROEREEASD
ATHEBICBRIUDBERCT, TUFP PV T ORMAMEBICOFH
ANZXLBRDFINDEIATT,
(REXZEZHMERRE VNEUTFT—2 a8 FEER)

AR ER DD HBEL

RRRZEFHMERREINEUT a2 F &

FOP BRI TIE. HDROWBEBCTADRKB®RE TS D12
FUREE L. REOERBOBELREE -7 PICDRB I BICH, KA
BHIRETOBESAPIREDHICEIRNROTOE T,

BESAAICTHNBESHARICE, RIRPERE. £F3E
BT8P —hBAE RIOFHDICEITSHE. XL TS
RICEATBBERBENSEN. XN ENHARMED—BKICE
E8PBESLTIT>TOLET. 5% FOP ICHNT SEF DR
DEH. EROBATITONATREMEHY T, X11END
PRE BEEDBEENBHFZEICLD [NEeRRETIES
SRIZEICES T B MIBIEE ) B STV, 28T SRR g
BEOREEERE CERZRHILLTITOTOHET, ©EDA
BABBROREICIRARDIZNDN. KB FFAREE
ADHESNBDL OB T —REFAKSNE B A

FOP FBEBSADABDDBWVERBTINDT, —ADFAIC
L OMEBHEBOTLCEICBBEROETH, ELRA

EZ

DRVEEB TEHRSREDIRNERSICVEZEATOE T,
. BESAZERLTOLBEREROSLICE. BIEA
DBHEBBNITBENTSNET, CORRLEEHEHE
CNBHFEICLD [NERNRETIEFZRIEICEHT M2
et (LTI THYETDT, TRrHOBRE LSO
BLEFET,
BHURICETHHBOEOER UTFETHROBLET,

EIRE - MEEE  RRKZEFEBNERR
UNEUT—Y3VH
5 8 6 B
BFX—JV FOPR/EVIRUFHZ FLR
fopkenkyuhan-office@umin.net

* FRi:i T 113-8655 RREIREAHE7-3-1



