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SURJUDP 2YHUYLHZ

'KDW LV 2S]
6N\ $GYHQW
&DPS"

7KLV VXPPHU FDPS LQ ,WDO\ LV RSHQ WR LQWHUQDWL
&RQIJHQLWDO &HQWUDO +\SRYHQWLODWLRQ 6\QGURPH

7KH SURJUDP RIIHUV LQGLYLGXDOV ZLWK &&+6 WKH R
SK\WLFDO DELOLWLHV DQG SHUVRQDO DXWRQRP\ LQ D
HQYLURQPHQW ZKLOH DOVR FRQQHFWLQJ ZLWK RWKH
H[SHULHQFHYV

ORUH EURDGO\ WKH &&+6 $GYHQWXUH :HHN SURMHFW
FKDOOHQJLQJ FXOWXUDO WDERRV VXUURXQGLQJ WKH
VHOI HVWHHP DQG DZDUHQHVV RI SHUVRQDO SRWHQV
GLDJQRVLV 2XU JRDO LV WR RIIHU DQ HGXFDWLRQDO
SHUVRQDO JURZWK H[FKDQJH DQG D VHQVH RI EHOR(
QRW GHILQH WKH OLPLWYV RI ZKDW LV SRVVLEOH

KR LV
RUJDQL]JLQ.
6N\ $GYHQW
&DPS"

7KH SURMHFW ZDV FUHDWHG WKDRXQKS$ B VARRFQ O DIEFRQHD &
DQG $,6 ,& & DQG EDVHG RQ [IRPRPOWLHWL.IEH Q/WBH O G
UXQ E\'$ , 6, & & DQG PHGLFDQ GDWRHEELRQY D@D §RIRN

$VVRFLD]LRQH &DPSR %DVH LV DVQVRHD SIDRPIE R/ EQVHWEGH
RUJDQL]HV UHVLGHQWLDO FDPSVWVIRDIOEGUHY UBQ® VYDIRIK
RI FUHDWLQJ HPSRZHUPHQW |IRFXVWHSHYWYRDOP VY UR K DWW
VHOl HVWHHP DQG EXLOG D VXSORWILEYBDIHYWZRUN D

$,6,&& LV WKH DFURQ\P |IRQD$YN B FLD |4 RIGU RPBIOG I
&HQWUDOH &RQJHQLWD ,WDOLDAND®VEREIMMIORO IRY I
6\QGURPH ,W LV D QRQ SURILWHRHOMOL | BWDIOR @ QV KIDPA
DQG \RXQJ SHRSOH DIIHFWHG EDWKQV &MU 6 RY G DWAL
+\SRYHQWLODWLRQ 6\QGURPH &&+6

&DPS "'DWH\

$UULYDOV 6XQGD\ -XO\ WK IURP SP UHQGHYRX] DV
'"HSDUWXUHV 6XQGD\ -XO\ WK IURP DP

‘KR DUH WK
SURJUDP D
PHGLFDO V)
PHPEHUV"

&DPSR %DR/WNV ZLWK WUDLQHG YROXQWHHUV DQG SUF
JXLGHYV DQG LQVWUXFWRUV ZLOO DFFRPSDQ\ SDUWLFI
SURJUDPPLQJ

$,6, &EROODERUDWHY ZLWK H[SHULHQFHG CORQWH %D
JUDQFHVFR ORUDQGL ZKR KDV RUJDQLVHG.DQG VXSSF
GHFDGH 'U ORUDQGL ZLOO EH SUHVHQW WKURXJKRXYV
WHDP RI YROXQWHHUV WR HQVXUH VXSSRUW DQG VXt
SURIHVVLRQDO FDUHJLY Hs lXM)EH SUHVHQW/ﬁXULQJ
SUR[LPLW\ WR WKH SD Uit : : :



https://www.hopkinsmedicine.org/health/conditions-and-diseases/congenital-central-hypoventilation-syndrome
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QIRUPDWLRQ RQ
/RFDWLRQ DQG $FFRPPR

7KLV VXPPHU FDPS WODNHNVHIORBESMKH 9DO *LXGLFDULH 7 WRO®NL
FDVWOH ZKLFK KRVWV D UHJH@QHRDQHG I QBUPL A® SH LYHDWHH Y H G
SDUWLFLSDQWYV $W &DVWHO &DFIRIZH AW G BDW RHEW DEWLY
SURJUDP B6XUURXQGHG E\ IRUHVMWHUWWKDQ D QFDHQWHWIMQARU R/R V\
QRLVH RI HYHU\GD\ OLIH DQG UBI® RHIQQM. M @R MWEWVEG GQ DWAX W K\ W
SOHDVH YLVLW ZZZ FDVWHOFDPSR FRP

&DPSHUV DQG VWDII ZLO O AMROMHHG MW3AMRKADNWDOH BUEEVHZ NLORPHWHL
*DUGD DQG WKH 7THUPH GL &RPDQRQH® W WK B WBMHLADI MWW MW LYQ O O D
DUFKDHRORJLFDO VLWHLZKHUH LW ZVO@GROW I KQFRR WHKRHQVW B WVRSRQ G

RQH FDQ HQMR\ YLHZV RI WKH P DLM@H M. FHD/Q VSRHQMDDV'IRROR EHW Z-
WKH KRWHO DQG WKH YDULRKW DERMLEMG R BDRVUICREWX \Z IGAUA Y H C

YDPLOLHYV DUH MRORRWKMR. QDO GD\ RI FDPS SURWWKBMP PW®JRR Q X6d
7KRVH WUDYHOLQJ IURP RXWVLEHUW®SH RORFOQLDKWDDBBRRPBRT D W
DUH DVNHG WR ERRN WKHLU RZ G DREBJKRWBONVRQR®IHQOKH@W RS
$0 6ROH )LDYN &DB GH OHO )$OSNQDDQIGD¥RWHO 5RVD



http://www.castelcampo.com/

$FFRPRGD

$00 SDUWLFLSDQRWHQOD ¥VQIHWDLQ LWDR/RIP \7 &
ZLWK RQH RU WZR RWKHU SDUWLFLSDQWYV

7KLV KRWHO LV ORFDWHG RQ WKH HGJH RI WE
WKH IRUUHVW DQG ZLWK D EHDXWLIXO YLHZ F

OHDOV

IXQFK DQG GLQQHU ZLOO EH SUHSDUHG E\ WK
VHUYHG RQ VLWH RU GXULQJ RXU H[FXUVLRQ"
ZRUNV DV PXFK DV SRVVLEOH ZLWK ORFDO DC(
LQ WKH LPSRUWDQFH RI HDWLQJ ZKROH IRRG'
DQLPDO SURWHLQV RIIHUHG DV DQ RSWLRQ
&DVWHO &DPSR PDNHV HYHU\ HIIRUW WR SUH'
NLWFKHQ ZDVWH DQG WR FUHDWH WDVW\ DQC
SDUWLFLSDQWY 30HDVH FRPPXQLFDWH DQ\ C
\RXU DSSOLFDWLRQ

YHHV

7KH 2SHQ 6N\ ZHHN LQFOXGLQJ PHDOV DFFR
VSRQVRUHG E\ $ , 6 , & & DQG LV IUHH RI FKEL

7TUDYHO FRVWYVY DQG WUDYHO DUUDQJHPHQWYV
SDUWLFLSDQWVB IDPLOLHYV

+RZ WR
7TKHUH

*H

)LD YDQ&DVWHO &DIPFS®RRFDWHG FIUGHQBVERG | U |
PLQXWHV IURP 5LYD GHO *DUGD QHDU WKH &
3DUWLFLSDQWY ZLOO EH UHTXLUHG WR RJUD(
&DPSR %DVH ZLOO SURYLGH ORJLVWLFDO VXS
WKHLU WUDYHO WR IURP WKH 7TUHQWR WUDLQ
DUH OLVWHG EHORZ LQ RUGHU RI SUR[LPLW\

- 9HURQD 9LOODIUDQMP MBRP &DVWHO &DPSH
- OLODQ %HUJDPR 2ULR DO 6MRILBRPE&DVWHO
. OLODQ /LQDWH KB IURP &DVWHO &DPSR

*RRIJOH ODSV _KWWSY



https://maps.app.goo.gl/dp5Syc4Asibv5HGp6
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