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" UHFIRU 86% &RPSUHKHQVLYH GLFNIH &HY &HQIH

$V " WHFIRU RI IKH 8QLYHUVLIN\ RI 6RXIK $IDEDPD 86%$
&RPSUHKHQVLYH 6LFNIH &HN &HQIHU , UHFRIQL]H WKH &HQIHU
FDQ EH QR EHIWHU IKDQ IKH FRP PXQUN LQ ZKLFK Ll VHUYHV 7KH
&HQIHU SURYLGHV YDU\LQJ (HYHOV RI VHUYLFRV R RYHU FILHQIV
DIIHFIHG E\ VLENH FHI GLVHDVH 7KH SULPDU\ IDEX0N\ DQG VDI
FRQVIWW RI' IRXU SK\VLFIDQV QXUVH SUDFIlILRQHU UHJLVIHUHG QXUVH
DQG D VHFUHIDU\ 7KH (RFDI FRPPXQUN\ SURJUDP IKH 6LFNIH &HN
“LVHDVH $VVRFIDILRQ OREUWH &KDSIHI 6&*$$ O& SURYLGHV
D VRFLDI ZRUNHU ZKR DVVIVIV ZIIK FILHQI VHUYLFHV LQ IKH SHGLDIULF
DQG DGX0 VLFNIH FH FILQLFV 7KH &HQIHU DVVIVIV IKH 6& = $$
O& E\ SURYLGLQJ (HFIXUHY IRV WKHLU YHU\ XQLTXH &RXQVHIRU
(GXFDIRU &HUlL¢,FDILRQ 3URJUDP  6RFLDI ZRUNHUWV FDVH PDQDJHUV
FRXQVHIRUV DQG QXUVHV IURP DFURVV IKH 8 6 KDYH EHQH¢IHG
IURP UDLQLQJ SURYLGHG EN KLV SURJUDP 7KLV UHIDILRQVKLS LV
IRQIVIDQGLQJI DQG YLID) IR WKH RYHUDN ZHN EHLQJ DQG DELIN RI IKH
KHDUIKFDUH VAVIHP DQG FRPPXQU\ SURJUDP IR GHILYHU RSILPXP
VHUYLFRV LQ SURPRILRQ Rl JRRG KHDUK DQG ZHWN EHLQJ IRU IKH
PXIXD) FILHQIV VHUYHG 7KLV LVVXH RI 6LFNIH &Hl 7RGD\ FRQIDLQV

LQIRUPDILRQ PHDQIIR LQIRUP IKH FRPPXQUN RI fKH &HQIHUV
UHFHQW SDVI DQG FXUUHQH DFILYLILHV $V &HQIHU = WHFIRU , IHHI IR
ZKRP PXFK LV JLlYHQ PXFK LV H[SHFIHG 7KH &HQIHU QHHGV IKH
FRQILQXHG VXSSRUIRI WKLV FRPPXQUN\ DQG ZDQWV IIKH FRP PXQUN
IR NQRZ ZH DUH KHUH R VHUYH \RX

,Q IKH 86% &RPSUHKHQVLYH 6LFNIH &H0 &HQIHU IRU IKH
(UWIHILPH UHFHLYHG GRQDILRQV JHQHUDIHG IURP IIKH 8QLYHUVLINV
)DFXON 6lDI1 $QQXD) )XQG FDPSDLIQ 7R D@
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In the Words of A Child
My Sickle Cell Disease: Likes and Dislikes

“Some days are diffcult and on the other hands it can be smooth sailing. My sickle cell pain feels
like someone has hit me with their fst. My body feels weak and restless. After all is said and done |
feel like a rejuvenated person”.

By Jaylon Smith, USA Pediatric Sickle Cell Clinic

6LFNIH FH) GLVHDVH 6& " LV RQH Rl PDQ\ JHQHILF GLVRUGHUV DIHFILQJ FKLIGUHQ FKURQLFDIN LQ KH 8QUHG BIDIHV
6& " LV GIDJQRVHG GXULQJ YKH QHZERUQ SHURG DV ZHN DV LQ RIGHU SDILHQIV E\ KHPRJIRELQ HIHFIURSKRUHVLY
KLIK SHUIRUPDQFH (LTXLG FKURPDIRJUDSK\ RU = 1.$ DQDI\VLY 6FUHHQLQJ IRU 6& = DQG WD ZDV LPSIHPHQIHG LQ

$IDEDPD 1Q XQLYHUVDI QHZERUQ VFUHHQLQJ IRU 6& ™ EHFDPH PDQGDIRU\ $XIXVII QDN VIDWIHV LQ
IKH 8 6 DV ZHl) DV WKH " [VIULFI RI &RIXPELD 3XHUIR 5LFR IKH 8 6 9lJLQ ,MIDQGY DQG *XDP ,QKH 8 6 DQ
HVILPDIHG LQIDQIV DUH GIDJQRVHG ZUIK 6& = DQQXDIN\ DQG RYHU VIXGHQIV DUH DIHHFIHG ZlIK 6& ®

7KH FILQLFD) VHYHUUIN RI 6& = LV YDUDEH 6RPH LQGLYLGXDIV KDYH YHU\ PLG GLVHDVH ZKWH RIKHUV KDYH VHYHUH GLVHDVH DQG GHDIK DIl DQ
HDUN DIH &KLUGUHQ DFFRXQH IRU RQH IRXUIK RI IKH KRVSLID) DGPLVVIRQV VHHQ LQ LQGLYLGXDIV ZUIK 6& = )HEUWH LQHVV LQIHFILRQ SHUFHQ!
1XQJ FRPSILFDILRQV SHUFHQW DQG GLVHDVH SUHYHQILRQ VIUDIHJLHV UHTXLULQJ EIRRG WDQVIXVIRQV SHUFHQW DUH WKH 0HDGLQJ FDXVH
RI KRVSLIDIL]DILRQV LQ IKH VFKRRI DIH FKUG ZIIK 6& = 7KLV GIVHDVH GRHV QR RQI\ DIIHFI IKH FKLGV SK\VLFDI ZH)N EHLQJ EXI DIVR DIIHFIV
IKHLU PHQIDI DQG VSLUIXDI ZHN EHIQJ $ ZHN LQIRUPHG FRP P XQUN FRQVLVILQJ RI IDPW\ KHDWKFDUH DQG SV\FKRVRFLDI SURIHVVIRQDIY DQG
FRQFHUQHG FLILJHQV DUH HVVHQILD) iR WKH RYHUDX KHDOIK DQG GHYHIRSPHQN RI IKH FKWG ZLlIK 6& ®

6XEPLIIHG E\ $UGIH 3DFN ODEIHQ &513

5SHIHUHQFHV

$PHQGDK * OYXQGXUD O .DYDQDJK 3 6SUQ] 3  *URVWH 6 6LFNIH FHI GLVHDVH UHIDWHG SHGLDIULF PHGLFDO
H[SHQGLIXUHV LQ IKH 8 6 American Journal of Preventive Medicine v

"D\ 6 DQG &KLVPDIN ( 7KH FRJQUILYH DQG DFDGHPLF LPSDFI RI VLFNIH FHW0 GLVHDVH The Journal of School Nursing

National Newborn Screening and Genetics Resource Center
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