&RRYEP71 TS\WKX

An opportunity
to live a healthy
and happy life with "2 Astive  pandottar

Osteogenesis e
Imperfecta
’*"‘“"‘? Essential Psyc holo,
KT Medcnes peda




kK &23<5,* +7 %< &/ $1 ,1& $%l
&$1 ,1&

)2857+ $9(18("' (1,6721( 16: $8675$/,$
$// 5,* +765(6(59("

2Q 0D &/ $1 ZDVIRWP D@ DFFHSWAG DVDWIQDVIRU VR VIKH $ XMAD@DQ
&RXQFLO) RU, QVALLDMRQDO HYHRRSP HW$ &) ,' &RGHRI &RQGXFW&/ $1 LV

FRP P VWHG VR LP SURYLQJ LOVIAUQDVIRQDOGHYHIRSP HOARXVERP HV DQG LOFUHDVLQJ
WINHKRGSHUVBKMAWIKLRX.J K. HQKDQFHG VWDQVSDUHQR.  DQG DFFRXQVIDELOW

k &2 3<5,* +7 < &/ $1 ,1& $%l

& $1 ,1& )2857+ $9(18( "' (1,6721( 16: $8675%/,% $//
5,*+765(6(59("

by

&/ $1 LVFRP P WG VR | X@DGKHUIHQFH Z WK VKH$ &) ,'  &RGHRI & RQGXPADV LW
SLRYLGHV J XLGDOFH DQG VXSSRUMNWKDWMAHQI VIKHQV VIKH HVIKLFDODQG VWDQVSDUHQW

P DQDIHP HQARI &/ $ 1 &/ DPYIVIHV VR LP SLRYH ViKH KHDOYK DQG Z HAEHLQJ R
FKLEBUHQ DQG\ RXQJ SHRSGI @YLQJ Z MK 1 &'V DQG RVKHUFKURQLE KHDOK FROGIRQV
LQ UHVRXUFH SRRUFRP P XQMHV EHVKH\ LQ$ X\WD@D RUDELRDG

&/ $1 VHHNV VR HQVXUH DAZ H GR LV HVIKLFDO WDQVS DUHQWDQG XQGHUBLQQHG E)
LOMIUW 6KRXGE VIKHUH EHDVIP H Z KHQ Z H DUH QRWWHHQ VIR EH DR LQVKLVZ D\ D

FRP S@LOWFDQ EH RGIHG Z VK VKH 3 UHLGHOWRI &/ $1 RUVKH&/ $1 ([ HEXVIYH
&RP P IWIH LQ DFFRUGDQFH Z LViK RXU& RP S@LOW0 DQDIHP HQAB RQF\

6KRX@ VWKHUH HYHUEH DVIP HZ KHQ &/ $1 LV QRWVYHHQ VR EH DRV LQ DFFRUGDQFH
ZIWVKWHS$ &), &RGHRI &RQGXPWR Z KLFK Z H DUH VI QDVRU. FRQVDPWFDQ EH
PDGHZ VK VKH$ &) ,' &RGHRI &RQGXFWERP P WIHH DW

KWB ZZZ DFILGDVQDX FRGH Rl FRQGXFWFRP S@MLOWV
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$ ERXW8 V

KDAV&/ $1

&DUQI  /LYLQU $V1 HIKERXWY &/ $1 LVDQ$XWUDIDQ QRM RU SLRI LWQRQ
JRYHUQP HOARUDQMVMRQ 1* 2 DSSWRYHGE\ $X\3,' IRU2 YHOHDVSIG* LW

" HGXPIRQ6FKHP H 2 $* ' 6 WIVKVDQG HQGRUMHG E\ ViKH $ XMADIDQ 7 0] DARQ
2 1ILFH $72 DVD' HGXPME®i* L5 HALSIHQW' * 5

&/ $1 &/9 IMRQLY VMDWDTFKLAELHQ QYLQJ Z MK FKLRQLF KHDOK FRQGVRQVLQ
UHVRXUFH SRRUFRXQWLHVRI VKH Z RUTS Z LA@HQWR\ D TXD@MW RI @ H HTXLYDBIQMWR
VKDARI VKHUQHLIKERXUY FKLEEUHQ LQ KLIKHU LOFRP H FRXQUHV

&/ $1 VO MMRQLVVRP O P \MH TXDAW RI @ H I RUFKLABELHQ DQG WHLUI DP LOHV Z KR
DUH QYL Z WK FKLRQLF KHDAK FRQGIMRQV LQ UHVRXUFH SRRUVHWIRIV RI VIKH Z RUTB

$ Q LOORYDVIYH QHVEZ RUN EUQILQJ FRP P XQIHV VRI HVIKHUVIR GLLYH FKDQUH

6LOFH &/ $1 KDV SLRQHHUHG D SHUWRQ FHQWHG WKW EDVHG FRP P XQW
GHYHMRSP HOWDSSLRDFK VKDAS@FHV FKLABUHQ VIKHLUI DP LOHV DQG FDUHUY DWKH
KHDUARI VIKH VROMWRQ EUQILQI GRFDODQG J GREDCFRP P XQHV VIRI HVIKHUVIR VXSSRUN
HDFK RVIKHU

&/ $ 1 &/P RGHAL EXLAONDLRXQG | LYH SLA@DW RI DFIRQ

$ | | RUGDE® DFFHW VIR HWHQWDCOP HGLFLOHV DQG HTXLSP HQW

( GXFDARQ Rl SDVIHQW 1DP LOHV KHDMK FDLH Z RINHWY JRYHUQP HOWERGLHV
SRQF\ P DNHUY DQG VKH LOMUQDWRQDCFRP P XQIW 5 HVHDUFK DQG $ GYRFDR\

2 SVIP DOP HGLFDOP DQDJ HP HQW Z WK D | RFXV RQ SUHYHQUWYH DOG KRWIF FDLH
( QFRXUDIHP HOWRI [ DP LO® VXSSRUAJLRXSV

3 RP RV | LQDQFLDOLQGHSHQGHQFH DQG LHGXFLQJ VIKH | LQDQFLDOEXUGHQV RQ

| DP LOHV VIKDAGHDG VR SRYHUN




&/ $1 &/ 6VWDWAILF ) UDP HZ RN | RU$ FWRQ

& $1 LVSWRYLQ]I VKDWE\ Z RUINLQJ VRIHVIKHU LY SRWLEG VR HI | HFWFKDQIH RQ
D J@REDOVFD® | RUFKLABUHQ QYLQJ Z WK FKURQLF KHDAK FRQGIMIRQV , WLV YVIDO

VKDWZ H D@WULYH | RUVKLY EHFDXVH FKLABLHQ DQG | DP LOHV VIKHP VHOYHV DLH
YLILUAXD@® SRZ HUBIW VR H | HFWFKDQI H Z IMIKRXVWKH VXSSRUARI QHLI KERXW

| LLHQGV KHD@K FDLH SLRI FWIRQDYY DQG FRQFHUQHG J GREDCOFL HQV
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3 UHVLGHQW/ 5 HSRUW

$VZHDSSWIRDFK RXU  ViK\ HDU LV&/ DQ LP SRUMDQWAR H VIR LHI IPAORWMWARQ VIKH \ HDUVKDWKDV EHHQ
EXWDAOR VIKH LRDG DKHDG  DQG VIKH GLLHFVIRQ LQ Z KLFK Z H VHHN VR WDYHO

&l $18/ 6VUDVIAJ L 3 @Q KDV VHWXV VIKUHH NH\ REMIPVYHV

e VRHWIE@K DQGVXSSRUMKH# 0 $7(6 . LGVO RYHP HQWWR VIKDWMFDQ DFKLHYH W JRDORI LHGXFLQJ
VIKH SUHYHQUZE®! P RUDAW DWRFIDWAG Z VK &$ + E\ E\

e VRSLRP RWLP SGP HQEMRQRI &/ $1 &/6WDVHILF ) LDP HZ RUN | RU$ PURQ DQG

e VR DGYRFDVH | RULQFO\VIRQRI D | RFXV RQ FKLABUHQ DQG \ RXQJ SHRS®1 Z KR DUH QYLQJ Z VK DQG DAUMN
R 1&' VIQVKHSRW GHYHMRSP HQWDI HQGD

VK VKLV LQ P LQG VIKHUH LV QR GRXEW KDVEHHQD YHU VXFFHWIXOSHURG # 0 $7(6 . LGVLV
QRZ ILP ®@ HWIDEQWKHG DV DQ LOWALLDVRQDAD LHFRJ QLVHG HOWW SLRP RVKQJ FRADERWDVIYH DFVIRQ VIR
UHGXFH VIKH SUHYHQVDE®! P RUMAW DWRFIDWG Z VK &$+  ( QFRXUDIHG E\ HDUD Z LQV Z VK GRQDARQVRI
P HGLFLQHVVR =P EDEZ H 8 NUDLOH DQG P RUH UHFHQU® 6L/ DOND  HP ERTBHQHG E\ VIKH %4ULHI LQJ 3 DSHU
SUHVHQMGVR: +2 ) HE DQG JXIGHG E\ VIKUHH FBIDUREMIFVYHV VR LP SURYH DFFHW VR P HGLFLQHV
WUHQIVKHQ &$ + FRP P XQHV DQG VFD® 1 HZ ERUQ6FUHHQLQD # 0 $7( 6 . LGVKHS RXUI UMK\ EUG
P HHVIQU DWHKH ,0 3( , QUAUQDVIRQDOD HHVIKY | RU3 HGLDWILF ( QGRFUQRMRI\  LQI6XHQRV'S LLHVIQO DUFK

LViK SDUAFLSDQW | LRP DURXQG VIKH Z RUTS LOFOXGLQI SDHGLDWILF HQGRFUQRGRILW &$ +
&RP P XQW P HP EHW/DQG3$+2 3DQ$ P HUFDQ+ HDOK 2 U DQVOVIRQ UHSUHVHQUIMYHY  VIKH
#0$7(6 . LGVOHVE RN DIWHHG RQIXWUH Z D\ VRI Z RINLQJ FREDERWDWYHO VIR DFKLHYH RXURGE J RDY

BLOFH P HHVIQJ LQYXHQRVS LLHV # 0 $7(6 . LGV KDV FRQAUXHG KRWIKJ TXDUMUD &RP P XQW RI

3 WDPIFH P HAVKQIV FR KRWHG D SDUD@HOHYHQADWKH S 1 &6: Q1 HZ <RWIN SDUMFLSDVHG LQ VIKH
81 6FLHQFH 6XP P LW SUHVHQWAG Z UMAQ DQG RUDOWIMAP HQW DWKH 8 1 + LIK / HYHOB ROMFDO

) RIKP DQG, QUAUQDARQDO D\ IRU: RP HQDQG* LUV LQ 6FLHQFH UHVSHRVIYH®  DQG HWIDEQVKHG D

&RP P XQW RI 3WDAFHRQWKH: +2 &/. QRZ BiGJH$ PMRQ3RUMORUL &' V ,\ W EHHQDEXW \ HDU DQG

RXULQDXJXWDO# 0 $7( 6 . LGV$ PYIW 5 HSRUN QRZ DYDIME®IRQVKH. $3 LV GHILQWA® D FHBEUDRQ

Rl Z KDV&/ SRMLE®! Z KHQ HYHU RQH Z RUNV VRRI HVKHU

2 QVKDWOQRWA LW/ YVDOKDW&:/ $ 1 DFNQRZ BIGIHVVKHP DQ\ SDUAHUY YROXQUAHUY DQG | LHQGV Z KR

P DNH D@RI VKLV SRME®! :  H DUH VR JUDWAI XO/R RXUP DQ\ GRQRUY DQG VSRQVRWY DQG VKDON VKHP | RU
VKHWUEHOH 1Q&/$1 : HDORZ HFRP HRXUQHZ SDUAHUY * UHDWE.KHU)  DQG DUH H FLVIAG DERXVWKH
JUHDWVKLQIV Z H Z LaDFKLHYH VIR HVKHULQ VIKH | XVKUH

<RXQJ SHRS® FRQWQXH VIR EH DWKH | RUHILRQARI VWMHZ RINRI &/ $1 : HKDYH EHHQH WHP HO

| RUMXQDVIA VR KDYHVRP HZ RQGHUXO ) $7 1 HZ &R®P ER 3 @Q 6FKRMUY YRXQWAHUI RUXV LQVIKH $ VD
3DFULF 5 HILRQ RXU/ HKLIK 8 1 <RXVIK 5 HSUHVHQUIVYHV FRQUQXH VIR DWLVAKY Z LYK RXUHQI DI HP HQALQ
81 SLRFHWHV DQG HYHQW DQGRXUWADP RI < RXVK $ GYLVRUY FRQVOQXH VR EXLAS RXUFDSDFLW DV D QRW

I RU SLRILWQRQ JRYHUQP HOWRW DQIVDVRQ 7 RIHVIKHU Z H DLH VXSSRUARQJ SDU/QHUY LQ D LDQIHRI
FRXQULHV VR LP SGP HOW&/ $ 1 &/1LDP HZ RUN DQG | LYH SLADUV DQG VFD®! LKW EDVHG FRP P XQIW
GHYHRSP HQALQMIDVIYHV VR RSVIP LVH TXDAW RI @ H | RUFKLABUHQ @YLQJ Z VK FKURQLE KHDOK FRQGIMIRQV

H DUH J UDVIAl XOVR HYHU RQH | RUVKHLUJ HOHURXY FRQWLEXVIRQV / RRNLQJ DKHDG VIKHUH LV VR P XFK VR
GRNIRW DUGVR :  KLOMZ HDUH RQ DWW KWAP HOQH & LV MOVADLRXQG VIKH FRUQHUA Z H DUH
FRQI LGHQUWKDWRXUFR@{FIYH DGYRFDR\ DQG DPVIRQ FDQ DQG Z LAFRQVIXH VR P DNH D Gl | HIHQFH
7RIHMHUZ HFDQ / HDYHL R& KLAAHKLOG



&RP P LlWWHH 0 HP EHW

) RXQGHUDQG 3 UHMIGHQWA ' U. DVIA$ LP WURQJ

. DA LVVIKH 3 UHMGHOWRI &/ $1 FR IRXQGLQI VKH RUDQVDVRQLQ . DWILVD
3XEQF + HDOK 3K\ VIFLDQ DQG FRP P LWHG VIR HTXIW | RUFKLABUHQ DQG\ RXQU
SHRS® Z KR DUH @YLQJ Z WK FKURQLF KHDMK FRQGIMRQV LQ YXT@HWDE®

FLLFXP WIDQFHV + HUSXEQ@F KHDIK VIKHM | RFXVHG RQ QHSKLRWE Vi QGLRP HLQ

9 LHVQDP . DVIA LV P DULHG VR VIKH FR IRXQGHURI &/ $1 ' DYH+ DQVHQ DQG QYHVLQ
6\ GQH  $ X\W/DaD

9 LFH 3 LHVLGHOW &DVK & RG®H
&DVK LVVIKH 9 LFH 3 UHMIGHQWRI &/ $1  6KH KDV HQWR\ HG D GRQJ FDUHHULQ
JRYHUQP HQWDQG KDV GHYHIRSHG VNLAY LQ VHYHUDODUHDV LOFOXGLQI SROA
GHYHBRSP HQWSLRMIPWP DQDIHP HQWSLRIWDP GHYHB&RSP HQWGHYHRSP HQADQG
GHAOYHU Rl HGXFDWRQ DQG WDLQLQ) DQG SLHSDUDARQRI | RXQGDVRQDO

GRFXP HQW VXFK DV \WUDVIAJ LF DQG EXVIOHW S@QV

,QVSLLHGE\ VKHZ RINRI &/ $1 &DVK Z DVVKH 6HFUAVDU | LRP VKHWP H&/ $ 1
Z DV LQFRUSRUDVG DV DQ LQGHSHQGHQWS WRFLDVIRQ VKLRXJ K VIKH' - HSDU/P HQWR
) DLU7 WDGLQJ | RUI RXU\ HDUY DQG IQFH KDV EHHQ DFVIYH LQ VKH LRBI RI 9 LFH

3 UIHVLGHQWUXSSRUALQ DQG SURP R VKHZ RINRI &/ $ 1

7 WHDVXWHUA - RWHSK + DOVHQ

- RHZ DV DSSRLQMG 7 IHDVXUHULQ KDYLQJ YROXQWHUHG IRU&/ $1 RYHU

P DQ\ \ HDU/ P RWAQRVIDE® WDYHMQ Z VK RXUWADP VR 9 LHVQDP ) LM DQG VIKH
3KLEDSLOHVVRR P HHWZ VK VRP H RI VIKH FRP P XQWMHVZ HZ RINZ VK - RH KDV

FRP SGMAG D %DFKHRURI &RP P HUFH DQG LV FXULHQU® XQGHUIDNLQI KLV
&KDUMUHG $ FFRXQVIDQW T XD LFDVIRQ Z KL Z RUNLQJ DWD %4.] ) RXUDFFRXQUAY
ILLP - RHHQWR VSM\ LQJ & UFNHWDQG $ XWUDADQ 5 XBIV) RRVEDALQ KLV [ LHHWP H

6HFUHVDU. & 0 DUO Q+ DQVHQ

0 DUO QKDVEHHQ DAV DVVKH 6HFUHVIDU. IRU&/ $1 IRUP DQ\ \ HDW LQYROYHG LQ
VIKH YIVDCDVSHFWRI P DIQWLQLQ) &/ $ 1 &/ DGP LOMAUDVIRQ DQG FRP S@DQFH Z LVK
RYHULIKWERGIHV 0 DUO Q YLHZ VKHUZ RUN DV VXSSRUALJ JRYHUQDQFH VR DARZ
RVKHUP HP EHUV VR S@Q DQG LP SBP HQW&/ $ 1 &/P MRQ DQG WUDWAI LF

[LDP HZ RUIN 0 DU® QKDV SLHYLRXVO® Z RUINHG LQ ( DUD & KLABKRRG IADFKLQJ
FROWQXLQ) KHUVIADFKLQJ FDUHHUSLHGRP LODQV® LQ + LIK 6 FKRROVHWIQIV 6KH

Z DVVKHQ DSSRLOWAG DV'$ WRFLDVA ( GXFDMRQ'  LLHFVRRUI RUVIKH SULYDVIA VFKRRO

VI WHP 1Q1 HZ 6RXVK: DBV 0 DU®Qd/H VIMQWLYH FDUHHULQ VIKLY VSKHLH KDV
VKDSHG KHUH WDRUGLQDU. DELOMIHV LQ VXSSRUMY &/ $1 VR VKLY GD\

3XEQ@F 2 I1LFHU& ' U/ DXWD & RQELDQGHU

/ DXUD LV VIKH P RAAUHFHQUWDGGIVIRQ VIR VIKH FRP P WIH WWDP  KDYLQJ EHHQ
DSSRLOMG LQ DV3XEQF 2 |1 LFHU / DXWD LV D GRAVRUFXUHQV® WDLQLQ LQ
SV FKIDAA D | LHGB VKH LV SDWLRQDVI DERXW2 XWLGH RI Z RUN / DXLD SDUAFX@UD
HQWR\ VWDYHODQG QHVEDED/ DXUD KDV QRYHG VXSSRUMY &/ $1 VKURXIK VRP H
HGLVRUDOZ RN




2 UGLQDU 0 HP EHW

0 DUD &L

0 DUD & DLJ&/ P DNRUUHVHDUFK LOWAUHVAGHVY LQ FKLABKRRG GLDEHWAV LOFOXGLQJ
WXGLHV | RFEXVHG RQ VIKH SUHGLPRQ DQG SLHYHOMRQRI 7\ SH ' LDEHWAV 0 DUDLV
LOFUHDMLQI® FRQFHUQHG DERXVWIKH DWRFLDWRQ EHVE HHQ YLUXVHV DQG 7\ SH

" LDEHVIAV D VKDUHG DUHD Rl LOVHUHWAZ. KLFK LV LGHQW LDE® LQ KHUFRAIDERUDVRQ

Z IVIK VKH 9 LLRARI\ 5 HVHDUFK * LRXS 6KH LV ViKH SUQFLSDOLQYHWAD DVIRUI RUVIKH
&R5' WIDODZ RUTS I LUMBKDVH WXG XVIIMQJ DXVRARIRXV FRUG EGRRG | RUVIKH
SIHYHOURQRI 7\ SH ' LDEHVIAV LQ FKLABLHQ Z LVIK LMBMDXVRRLP P XQIW 0 DUD LV VKH
0 HGLFDO LLHFVRRUI RUVKH $ XVWUDAMMDQ' LDEHVIAV' DVID 1 HVEZ RUN DQG ViKH

3 UHVLGHQW( BIPWRI VIKH $ LD 3 DFLI LF 3 DHGLDVULF ( QGRFUQH 6RFIHW $33( 6

+ ROQRUWDW 0 HP EHU $ QJLH 0 LGGAHKXWW

$QIHO LIGCHKXUWMIVRQHRI &/ $1 &/2 ULEQDU 0 HP EHW DQG VKLV HDUZ H
DUH SLRXG VR DZ DUG KHU+ RQRWDU 0 HP EHUKLS DOR

$ QJLH LV D SDWLRQDVIA DGYRFDV | RUJ GREDOLQVX@Q DQG GLDEHVIAV VXSS@HV
DFFHW P DQDIHP HQWRI GLDEHVIAV DWVFKRRO GLDEHVIAV FDP SV DQG VXSSRUMY
VIKH WWDQUMIRQ | LRP - SDHGLDWLE VIR DGXGAFDLH | RUFKLABUHQ DQG\ RXQU SHRS®H
ZIMK7\SH ' LDEHWAV $ QJLHY/ EDFNIURXQG QHVLQ* HQHUDODQG 3 DHGLDWILF
1 XUMQJ Z KHUH VKH KDV EHHQ LQYROYHG LQ HI | RUV VR VXSSRUMMH FRP P XQIW
LP SDFHGE\ FKLAGBKRRG' DEHWAVIRU  \ HDUY $ QILH S\ HG D YLVDOLR®! DV
' HSXW 0 DQDIHUDQG ( GXFDMRQ' LLHFVRUIRUVKH/ LIHRI D&KL /) & D
SWRILDP EDVHGDW LDEHWAV1 6: LQ6\ GOH\  $ X\WDAD | LRP

7KRXJK QRZ VHP L LHVLHG $ QI LH FRQVQXHV VIR HQJ DI H KHU HWHQUDONQRZ (HGJ H DQG H[ SRVXUH VR VKH
DWXHV Rl GLDEHVIAV VKURXJ K YRXQWHHUZ RUN' LOFCXGLQJ KHUH D & DUQJ DQG/ LYLQJ DV 1 HLIJKERXW

& $1 + HUJHOHURXV DQG JLYLQJ QDVIKUH DAVR FROVQXHV VR H WAQG VR RVKHUY VIKURXJ K KHU YROXQWAHU
Z VK |RUD UDQJH Rl J GREDOGLDEHVIAV RUI DQLVDVIRQV , QVHUQDVIRQDOGRFLHW | RU3 DHGLDWIF — $ GROIVFHOW
' IDEHVAV ,63$' /LUH)RUD&KLGS /)$& ,QUALQDVMRQDO LDEHWAV) HGHUMRQ ,' ) ,QUXA@QIRU/ UH
* REDO,)/ - XYHQL' LDEHVAV) RXQGDVRQRI $ XWUDAD -' 5) 3HQBDWS QWWHG86$ 338 DQG

' 1$ VKHOMA 7KLY\ HDU $ QJLH Z DV VKH QRP LODVIHG P HQVRUIRUVKH$33( 6 &/ $1 * LDQWS LRILDP P HV
XQGHUWDNHQ 1 RVDEQ $ QJLH KDV UHFHQV® EHHQ DZ DUGHG VIKH ,36$'  / HWUDGHWDZ DUG | RU( GXFDVIRQ
DQG$ GYRFDF\  Z KLFK LV VR EH DQQRXQFHG DIWKH ,36$ " YLUDOP HHVIKQ LQ 2 FVREHU

$ QILHO LGGBHKXUMKDV EHHQ D QRQJ VIP H | UHQG DQG VXSSRUMUVR &/ $1 &/Z RN , QD@ VXSSRUMY

RXUHI I RUV | RUFKLABUHQ @YLQJ Z WK 7\ SH ' LDEHVAV GXUQJ KHUMIP H Z LVK & KLABLHQRY + RVSLVIDO
HWP HDG DVD' LDEHVAV 1 XUMH ( GXFDVRU | LUMZ VK & KLABUHQA/ + RVSIVDO:  HWP HDG DQG @VAU/ LI H

) RU$ &KL@G $ QILH KDV VDYH@HG Z VK &/ $ 1 &/ VHDP VIR DWHQG' LDEHVIAV & OXE 0 HHVIKQI'V LQ 9 LHVDP

DQG 3 DNIWIDQ , Q P RUH LHFHQW HDUY $ QJ LH KDV EHHQ DQ LQYDOXDE®H P HP EHURI &/ $1 &/: RUNLQJ

&RP P WIHH DWHQGLQJ P HHVKJIV P HQVRULQJ SURMIFW LOVHUQDVIRQDAD DQG SURYLGLQI WFKQLFDODGYLFH

VR RXULQ FRXQW) SLRMHPWRI I LFHWV &/ $1 VIKDQNV'$ QILH P RWAMLQFHUHO | RUKHULQYDOXDEGH

FRQWLEXVIRQV RYHUP DQ\ \ HDW



* XLGLQJ 3 WQFLSCHV

&/ $1 &/IXIGIQI SUQFISGVIQIRP DARI RXUDPIMIVIHY DQG LQVIDVYHV 6XFK YDOXXHV LHDVHG VR &/ $1 V
Z RUN LQFOXGH

&KLABLHQ | LLWA FKLABLHQ DQG\ RXQJ SHRS®I @QYLQJ Z WK FKURQLF KHDOK FRQGIMRQV Z La@DA D\ VEH WH
FHQWDA RFXV Rl D@/MDW&/ $1 GRHV

&DUH &RYHRI QHUIKERXUGLLYHV D SDWIRQ | RUMMWIFH DQG HTXWIDE® TXDAW RI @ HIRUD®

&RP P XQW GHYHMRSP HQW JWDW LRRW FRP P XQMWHY DLHWKH YIVXDOKXE RI &/ $1 VVWUDWAILF | LDP HZ RN
I RUDFVIRQ DQG D LHFRIQLVHG GLLYHURI VXWIDLODELOW DQG HP SRZ HLP HQW

)DPLO SURUVMQI DSHWRQ DQGIDP IO FHQWHG DSSLRDFK &/ $1 FHOELDWAY VKH WUHQIVK SDWIRQ DQG
FRP P LVP HQW DP LOHV FDQ EUQJ VIR LQVIDVYHV VR GULYH GRQJ VAP FKDQIH

+ HDOK |RUD@A &/ $1 LVFRP P WG VR BIDYH QR FKLI EHKLQG LQ JREDOSXE@F KHDOK HI | RUNV DQG VXSSRUNV
FD@ | RU8 QLYHUWDO+ HDAK & RYHUDIH

+ XP DQ WKW EDVHG DSSLRDFKHVA LQIRLP D@RI &/ $ 1 &/ DAVIYIVIHV QRVDEQ® ViKH 8 QWG 1 DURQWE
&RQYHOMRQ RQVKH 5 LIKW Rl VKH & KL@ DQG'  HFAUDVIRQ RQVKH 5 LIKW/RI |, QGLIHORXV 3 HRSGN

, QVAUQDVIRQDCA &/ $1 Z RUWLQP DQ. Gl I HIHQAFRXQUWILHV DURXQG VMH Z RUTE DQG SUYLBL HV VIKH YRLEHV
DQG SHUWVSHRYHV Rl VKRVH | LRP (RZ HULQFRP H VHWWQI'V

, QGLIHQRXV FRQWRCA LQD@RI &/ $1 &/Z RN Z WK DQG | RU, QGLJHQRXV &RP P XQMHV Z H DUH FRP P LWIIG VR
, QGLJHQRXV &RP P XQW & RQWRCDWDAP HV

, QYHWI LQ SHRSM & &/ $ 1 &/SURIWDP V SURUMM HGXFDIRQ DQG WDLQLQJ DV D P HDQV VR LP SLRYLQJ
NOQRZ ®iGI H DQG SLDAFHY DQG RSVIP IMQJ KHDAK RXVFRP HV

3 DUADHUKLS & EXLAELQI FUHDVIYH DQG WX ULHIMRQVKLSV Z LVIK VIKH SHRS®! LQ VIKH FRXQWLHV Z HZ RN
FUHDVWQJ DQ LOFOMYH FRGIDERUDVIYH | B LE®1 DQG UHVSRQWLYH DSSLRDFK Z KHUHYHUSRWLE

3 IRIHWLIRQDOWP & HVIKLFDCDQG WDQVSDUHQWSLRILDP P DQDIHP HOWSLRFHWHY LOFOXGLQJ HYDOXDRQVRI
DPVYLVIHV DQG UHVRXUFHV HQUXUH EHVWSLDPVIFH DQG RSVIP DORXVERP HV DUH DFKLHYHG

5 HVSHPWA LQ LW UHIMRQVKLSV Z LViK SDUQHUY DQG SDUMFLSDQW DQG DFNQRZ BIGI HP HQWRI XQLTXH KIWRUHY
DQG FXOXUHVRI FRXQWIHVZ HZ RN UHVSHPWLY D EDMF HOP HOQWRI DASLRILDP V DQG LQIMDVYHV

EXWDLQDELOW & &/ $1 &/ SWRILDP VWULYH VR DFKLHYH VXWIDLQDE®H RXVEFRP HV VR SLRP RV HFRQRP LF DQG

HQYLLRQP HQVIDOVXWILQDELAW RI FRP P XQIMHV DQG JURXSV Z H SDUQHUZ VK Z H SLRP RWA VHD UHODQFH VR
P LQLP LVH GHSHQGHQR\ DQG RSVIP LVH KHDOK RXVFRP HV 1 RUDM

(TXW FRP P W HQWR KHDOK | RUD@ DQG VKH FRQFHSWWKDWHYHU, FKLEGS @QYLQJ Z WK 1 &' VP LJIKWKDYH

HYHU VKLQJ VIKH\  QHHG VR HOWR\  ViKH KLJ KHMAT XD@W RI @ HSRWIE®M! ,QP DQ\ LOWIDQFHYV VKLV Z LAUHT XLLH
DAFVIRQ VIKDWSLLYLBAT HY VKRVH QYLQJ LOQ VIKH P RWAYX@HLDE® FLLFXP WIDQFHV
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0 D[ LlP IMQJ $ FFHW VR ( WHQWDO6 XSSQHV | RU &KLABLHQ
KW8V ZZZ PDWW NGVRU

&/ $1 IWVFXUHMD VHIYIQ) DVWH VHRUHVEUDARU

#0$7(6 .16V O0OPMQ $HHW 7R

WHQADOBXSSTHY | RU&EKITIHQ & D FRDDARQ R

SI\HPIQG{; RUDOMMRYY DOG  IGAYIGKDY @MATESAKIDS

FRP P MWMG VR FRADERWDWYH DPARQ DIP HG DV

GO\ 1) IPSGPHAQ] PRQAQRIQI DG

KDUQ)  SWDPAFDO VROMRQY VR UHGXFH  WH

SU-M—Q/[ZE@{ P RUWEON DAWRADMG Z W MAXIMISING ACCESS TO ESSENTIAL SUPPLIES FOR CHILDREN
FKLOKRRGQRQ FRP P XQFCEGIAVHDHY 1 &' V

LQUAVRXUPH SRRUVAMOQIV : - IV DQLQMD RAXV RQ & RQIHAVECE GHDOH \ SHSOMD &$+  WHP RWERP P RQ
DALHQDOFRQAMRQR! FKIGKRRG # 0 $7(6 . LGVIVVHHNGQ] VR BiYHDIH DRKIHYHP HOVE\ WH FKLGKRRG FDGRHU
DQG7\SH GDEHMVFRP P XQWHV VR DAKIHYH WH JRDCR LHGXALQ) WH SUHYHQEE®! P RWEON DARADMG Z W
&$+ B =) 7KLY P DMMRQ |REXAVHY RQ VBUHARQ) WWKUHH NH DUHDV 1P SURYIQ) DFFHW VR HWAWHQADO
P HAACH WHQIIWHQQ) FRP P XQW GHYHBRSP HOADQGWFDIQ) QHZ ERIQVAHHAQ) 1 %6

&RP P XQW RI 3 WDFVFHO HHVKY

7KH IRXQGDARQ Rl ViKH # 0 $7(6 . LGV P LWRQ WHOHV RQ GHYHRSLQI D &RP P XQW Rl 3WDAWFH &R3
GHILOHG E\ (VIHQQH: HIQHUDV D &JLRXS Rl SHRS® Z KR VKDUH D FRQFHUQ RUD SDWIRQ | RUVRP HVKLQU VIKH\
GR DQG ®DUQ KRZ VR GR IWEHWIU DV VKH\  LOWALDPWUHI X@DUD & 7KH QHZ &R3 Z LAEUQI VRIHVIKHU D ELRDG
WDQIH R WDNHKR@HW [LRP DIRXQG WKH ZRUBB #0 $7(6 . [V WHFRIQMHV VKH : RUB + HDOK
2 UDQVDMRQV : +2  WHIIRQVASIUFD $)5 $PHUFDV $0 5 ( DWHUQO HGEMAUDQHDQ (0 5 ( XURSH
(85 BRXVKHDWSMD 6($ : HWWUQ3DFULF : 35 & DQGZ LAFDMXSRQ FKDP SIRQVIWRP HDFK LHILRQ VR
| DFLAVIMA DQG VFD®I DFVIRQ GRFDA@ 0 RUH ELRDGO  VIKH &R3 Z LG RWIAUVHDP B FREDERLDARQ DQG LHIX@U
GLD®RIXH EHVE HHQ D JGREDOQHVE RWN Rl WINHKRGBHUY VIR GLLYH SLDPVFDODRVRQ 7 KH &R3 KDV FRP P LWHIG VR
P HHVIQJ TXDUMUD  UHJLRQV UHSRUMY HDFK TXDUMUVR HQDE® HDFK UHILRQ VR UHSRUAVE LFH D\ HDU Z LVIK
PRQKO® FKHFN LQV &/ $1 LV SURXG VR VKDLH VKDWVKH LMV 0 $7(6 . LGV &R3 P HHJ Z DV D KXJH
VXFFHW Z VKK LQVSLULQ) SUHVHQUDARQV | LRP FREDIXHV LQ &RERP ELD %DJ O * HP DQ\ =LP DEDEZH DQG
6XCGDQ WHSUHVHOMQ VKH $05 (85 DQG $)5 WIIRQV ZKR VKDUHG DERXWVKHU SLRIUHW SHDUY
WUHQIVKY  SURUMIHV DQG SDUQHUY ) RU LOWBQFH ViKH VDQILE®! DFIRQV EHLQ) VINHQ DV D UHVXQVRI
#0$7(6 . LGVFRRUGLODMRQ FDQ EH H HP SAIHG E\ ' U 3DR®"' XUDQY/ DFKLHYHP HQARI UHVSRQWH
LD RQ ViKH &/ $1 VQDSVKRWVXUYH LQ &RARP ELD DV Z H®DV KHU Z RIN RQ D UHFHQV® GHYH@RSHG * 3( '
VXUYH RQ DFFHW VR P HGLFLOHV VKDAKDV DQHDG\  EHHQ GIWULEXVIG EHVE HHQ 0 H[ LFR $ WWHQWQD %RQYLD
DQG & RGP ELD




,0 3(, QVIMULDDVMRQDOD HHVKY RI 3 HGLDWILF ( QFRFUQRERI\

#0$7(6 . LGVWXO JDIOHGP RP HOWP IRERZ LQJ VKH  ViK , QUHUQDARQDAD HHVIKY Rl
3HGIDWLF ( QFRFUQRGRI\ ,0 3( RQO DUFK #0$7(6 . LGVKRWHGDK\ EUG

HYHQW &6 WDVIAJ LF 3 @QQLQJ 0 HHVIY 3 LDPVIFDOWHSV VR LP SLRYH DFFHW VR HAWHQUIDO
&$+ P HGLFLQHV & Z KLFK | RFXVHG RQ EUQILQI NH\ WINHKRGHUY VRIHVKHUVR LQIRLP D
FRXUH Rl FRADERWDVIYH DPVIRQ VIKLRXJ K VKDUQJ VXFFHWHV DQG FKDAGBIQIHV :  LVK
DWIHQGHHVLQ SHU/RQDQG P DQ' RVKHUY RQAOH VHHNLQY HQGRUVHP HOWRQ SLRSRVHG QH[ W
WHISV HP HUJ HG DVDNH\ REMIPVYH 7 KH P HHVIKU LOFOXGHG DQ RYHUYLHZ RI VKH

#0 $7(6 . LGVP RYHP HOWSUHVHQUEMRQV I LRP SDUAQHURUI DQL DARQV , QUALQDVIRQDO
&RP P DMMRQRI 3 HGLDWAF ( QGRFUQRMRI\  * GREDOB HGLDWLF ( QGRFUQRARI\ DQG' LDEHWAV
DQG VKH 3DQ $ P HUFDQ + HDOK 2 WDQL] DMRQ XSGDWAVILRP  SHGLDWIF HQGRFUQRMRI MV
DFLRW VIKH JGREH DQG D J HQHUDOGLVFXWIRQ DP RQI DWMIQGHHV VR P DS Z KDY QH[ W RU
#0$7(6 . LGV
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The 11th International Meeting of
Paediatric Endicronology in
Buenos Aires.

Strategic planning meeting

'Practical steps to improve access to
essential CAH medicines'

Saturday March 4, 11 AM-2PM (Buenos Aires time GMT-3)

Room Matrin Fiero B on the Second Floor of The Sheraton Hotel in
Buenos Aires

Come and visit the CLAN-GPED
booth at the IMPE as well!

0 HAAQU GHBUDWADWKH* GREDO
3DHGDWIF ( QGRAUQR®I\ DQG' LDEHWAY
*3(" 6VDD










































































































































