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Summer Highlights!
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NHF Walk, New York City, Sunday, June 3rd 
Riverside Park
:KDW�D�ZRQGHUIXO�WXUQRXW�IRU�WKH�1+)�ZDON���%LOO�DQG�,�ZHUH�VR�
KDSS\�ZH�FRXOG�DWWHQG�ZLWK�RXU�WZR�GRJV�%UDGOH\��ZLWK�WKH�1+)�
W�VKLUW�RQ��DQG�6KDGRZ���$�ZHHN�SULRU�%UDGOH\�KDG�XQGHUJRQH�
VXUJHU\���:H�JRW�D�NLFN�RXW�RI�WKH�IDFW�WKDW�KH�ZDQWHG�WR�ZDON�ZLWK�
%D\HU�3KDUPDFHXWLFDO�EHFDXVH�WKDW�LV�ZKHUH�KLV�PHGLFDWLRQ�FDPH�
IURP���a�.LP

The Coalition for Hemophilia B exhibits in
San Antonio, Texas
0\����\HDU�ROG�QHSKHZ�1LFKRODV�MRLQHG�PH�LQ�7H[DV�WKLV�VXPPHU�WR�KHOS�H[KLELW�DW�WKH�
7H[DV�%OHHGLQJ�'LVRUGHU�&RQIHUHQFH�KHOG�DW�WKH�:HVWLQ�/D�&DQWHUD�RQ�$XJXVW����������
7KLV�ZDV�D�IDQWDVWLF�PHHWLQJ�ZLWK�D�ZRQGHUIXO�DWWHQGDQFH���3HUU\�3DUNHU�ZDV�RQ�KDQG�
WR�WHDFK�WKH�NLGV�KRZ�WR�SOD\�JROI���3HUU\�KDV�KHPRSKLOLD�DQG�KDV�SOD\HG�LQ�PDQ\�86�
2SHQV���:KDW�D�WUHDW���6SHFLDO�WKDQNV�WR�1LFN���1LFN�KDV�EHHQ�YROXQWHHULQJ�KLV�WLPH�
RYHU�WKH�SDVW�VHYHUDO�\HDUV�WR�DVVLVW�ZLWK�WKH�VHWXS�RI�RXU�1HZ�<RUN�6\PSRVLXPV�

3HUU\�3DUNHU

1LFKRODV

William M. is on the Swim Team!
7KLV�VXPPHU�,�MRLQHG�WKH�/DNHVKRUH�6ZLP�7HDP���,�OHDUQHG�
D�ORW�RI�QHZ�VWURNHV��EXWWHUÀ\��EDFNVWURNH��EUHDVWVWURNH�DQG�
IUHHVW\OH��,�JRW�WR�SUDFWLFH�HYHU\�GD\�ZLWK�P\�IULHQGV�DQG�
FRPSHWH�DJDLQVW�RWKHU�WHDPV���,Q�P\�¿UVW�UDFH�,�¿QLVKHG�LQ�
VHFRQG�SODFH�

,�FDQ¶W�ZDLW�WR�VZLP�DJDLQ�QH[W�VXPPHU�DQG�ZLOO�EH�
SUDFWLFLQJ�RYHU�WKH�ZLQWHU��LQGRRUV�RI�FRXUVH��
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More Summer Highlights!

2XU�WKHPH�WKLV�\HDU�ZDV�QDWXUH� 7KH�JLUOV�FKHFNHG�RXW�WKH�DTXDWLF�OLIH�DW�WKH�ODNH�

�����ZDV�WKH�VHYHQWK�\HDU�IRU�&DPS�/LWWOH�2DN��D�VXPPHU�
FDPS�IRU�JLUOV�DIIHFWHG�E\�EOHHGLQJ�GLVRUGHUV�LQ�1HZ�<RUN�
6WDWH���+HOG�DW�&DPS�$OGHUVJDWH�LQ�WKH�VFHQLF�$GLURQGDFN�
3DUN�LQ�ODWH�$XJXVW��ZH�ZHOFRPHG�QLQHWHHQ�JLUOV�ZKR�
KDYH�D�EOHHGLQJ�GLVRUGHU��DUH�D�FDUULHU��RU�DUH�WKH�VLEOLQJ�RI�
VRPHRQH�ZLWK�D�EOHHGLQJ�GLVRUGHU���7KH�JLUOV�ZHUH�MRLQHG�
E\�WHQ�VWDII�PHPEHUV���QLQH�FRXQVHORUV�DQG�D�QXUVH���RI�
ZKRP�IRXU�KDYH�EOHHGLQJ�GLVRUGHUV�

7KH�FDPSHUV�DQG�VWDII�FDPH�IURP�DV�IDU�DZD\�DV�1HZ�
+DPSVKLUH��&RQQHFWLFXW�DQG�0LVVRXUL���&DPS�ZDV�D�ZHHN�
ORQJ�DQG�LQ�WKDW�WLPH�ZH�PDQDJHG�WR�SDFN�LQ�ELNLQJ��KLNLQJ��
&XS�&DNH�:DUV��VZLPPLQJ��FDPS¿UHV��YROOH\EDOO��SDLQWLQJ��
OHDUQLQJ�DERXW�QDWXUH��RXU�*LUOV�1LJKW�DQG�D�GD\�DW�WKH�
&DPS�2VZHJDWFKLH�+LJK�5RSHV�&RXUVH���'XULQJ�RXU�ODVW�
QLJKW�RI�FDPS�ZH�DOVR�GLVFRYHUHG�WKDW�VRPHRQH�KDG�³JLIW�
ZUDSSHG´�VHYHUDO�RI�WKH�FDELQV�DQG�GXFW�WDSHG�ELNHV�WR�
WUHHV���:H�DVNHG�HYHU\RQH�ZH�FRXOG��EXW�WKH�H[SODQDWLRQ�IRU�

WKHVH�HYHQWV�UHPDLQV�D�P\VWHU\��ZLQN�ZLQN��

&DPS�ZDV�IUHH�WR�DWWHQG�IRU�WKH�FDPSHUV�ZLWK�IXQGLQJ�
SURYLGHG�E\�VHYHUDO�JHQHURXV�GRQDWLRQV�IURP�WKH�EOHHGLQJ�
GLVRUGHUV�FRPPXQLW\�DQG�WKH�%OHHGLQJ�'LVRUGHUV�
$VVRFLDWLRQ�RI�WKH�6RXWKHUQ�7LHU���$OO�RI�WKH�FDPS�
FRXQVHORUV�DQG�QXUVH�ZHUH�YROXQWHHUV�

:H�EHOLHYH�IURP�KXPEOH�EHJLQQLQJV�FDQ�JURZ�JUHDW�
WKLQJV���&DPS�/LWWOH�2DN�ZDV�IRXQGHG�WR�PHHW�D�QHHG�LQ�
WKH�FRPPXQLW\�IRU�D�FDPS�GHGLFDWHG�HVSHFLDOO\�WR�JLUOV�
DIIHFWHG�E\�EOHHGLQJ�GLVRUGHUV���7KH�JLUOV�ZKR�FDPH�WR�
FDPS�DOO�KDG�D�ZRQGHUIXO�H[SHULHQFH�DQG�KHOSHG�WR�VKRZ�
XV�WKLV�QHHG�LV�UHDO�DQG�FDQ�EH�PHW�ZLWK�D�OLWWOH�IDLWK�DQG�D�
ORW�RI�KDUG�ZRUN�

a�+RSH�:RRGFRFN��51��%61��+HDOWK�'LUHFWRU

Camp
Little
Oak

Barry Haarde on the Road!
$XJXVW����������\HDU�ROG�%DUU\�+DDUGH�EHFDPH�
WKH�¿UVW�SHUVRQ�OLYLQJ�ZLWK�+,9�DQG�+HPRSKLOLD�WR�
ULGH�DFURVV�WKH�8QLWHG�6WDWHV�E\�ELF\FOH���%DUU\¶V�
³:KHHOV�IRU�WKH�:RUOG´�DOVR�KHOSHG�UDLVH�PRQH\�
IRU�6DYH�2QH�/LIH��D�QRQ�SUR¿W�IRXQGHG�E\�/DXULH�
.HOOH\�WR�KHOS�FKLOGUHQ�LQ�GHYHORSLQJ�FRXQWULHV�

&RQJUDWXODWLRQV�%DUU\�

%DUU\�+DDUGH�DQG�/DXULH�.HOOH\�&HOHEUDWH�
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Steve and Judy... A Summer to Remember
7KLV�KDV�EHHQ�D�VXPPHU�RI�ZRQGHU�DQG�DGYHQWXUH�IRU�XV���$�VSHFLDO�
WLPH�WKDW�,�ZLOO�QHYHU�IRUJHW���$�VXPPHU�RI�WUDYHO�VWDUWLQJ�ZLWK�D�
FKDQFH�WR�JHW�EDFN�LQ�WRXFK�ZLWK�WKH�RXWGRRUV�DIWHU�WKH�ORQJ�ZLQWHU���
D�ZDJRQ�WULS�WKURXJK�DQ�DPD]LQJ�SDUN�IXOO�RI�DQLPDOV�IROORZHG�
D�FDELQ�WULS�VKDUHG�E\�RXU�KHPRSKLOLD�FKDSWHU��D�FKDQFH�WR�PDNH�
FRQQHFWLRQV��PHHW�ROG�IULHQGV�DQG�OHDUQ��DORQJ�WKH�ZD\�ZH�PDGH�D�
VOLJKW�GHWRXU�IRU�D�GD\�DW�WKH�ZDWHU�SDUN��OHWWLQJ�RXU�OLWWOH�RQH�VSHQG�
WLPH�ZLWK�KLV�EHVW�IULHQG�DQG�VRDN�DZD\�PHPRULHV�RI�VFKRRO��JHWWLQJ�
RXU�VKDUH�RI�VRDNLQJ�RQ�WKH�WZLVWV�DQG�WXUQV�RI�EUHDWKWDNLQJ�VOLGHV�

/DWHU�RXU�VXPPHU�MRXUQH\V�ZRXOG�WDNH�XV�WR�:HVW�9LUJLQLD�WR�VKDUH�D�VSHFLDO�DQQLYHUVDU\����WZR�ROG�IULHQGV�FHOHEUDWLQJ�
VL[W\�WZR�\HDUV�WRJHWKHU�DQG�VWLOO�YHU\�PXFK�LQ�ORYH���$QG�WKHQ�WKHUH�ZDV�1HZ�(QJODQG����WKH�WULS�RI�D�OLIHWLPH���7KH�VLJKWV�
RI�%RVWRQ��WKH�RFHDQ��WKH�ZKDOHV��WKH�IRRG��WKH�KLVWRU\�DQG�PRVW�RI�DOO��WKH�FRPSDQ\���)URP�WKH�OLJKW�KRXVHV�RI�&DSH�&RG�
WR�D�URPDQWLF�WDEOH�LQ�0DLQ���7KH�WDEOH�,�SURSRVHG�DW���WKH�WDEOH�ZKHUH�VKH�VDLG�\HV���$�VXPPHU�WR�UHPHPEHU�

&RQJUDWXODWLRQV�WR�WKH�+DSS\�&RXSOH���:H�ZLVK�WKHP�PDQ\��PDQ\�KDSS\�DQG�KHDOWK\�\HDUV�WRJHWKHU���a�.LP

Musical Talent!

6LEOLQJV�0LFKDHO�DQG�0HUHGLWK�
2¶&RQQRU�SHUIRUPLQJ�LQ�D�ORFDO�FOXE�

LQ�1HZ�<RUN�WKLV�VXPPHU�

Spring Break Fun!
:H�ZHQW�WR�&RVWD�5LFD�RQ�6SULQJ�%UHDN�DQG�ZHQW�
]LSOLQLQJ�

-XVW�ODVW�ZHHN�ZH�IRXQG�RXW�RXU�VRQ�PDGH�WKH�
WUDYHOOLQJ�$$�EDVHEDOO�WHDP��ZKLFK�DV�D��UG�JUDGHU�
LV�XQXVXDO��PRVW�DUH��WK�
JUDGHUV���:H�ZDQW�WR�¿QG�
VRPH�W\SH�RI�IDFH�SURWHFWLRQ�
VR�KH�FDQ�SLWFK���,I�\RX�NQRZ�
RI�DQ\WKLQJ�OHW�PH�NQRZ��
�<RX�FDQ�UHVSRQG�WR�.LP�DW�
KHPRE#L[�QHWFRP�FRP�

a�-XGLWK�DQG�)DPLO\
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0\�QDPH�LV�%URRNH�.DVHU��,�DP����DQG�KRUVHV�DUH�P\�SDVVLRQ���,�DP�D�FDUULHU�RI�+HPRSKLOLD�%�DQG�P\�WZR�
EURWKHUV�KDYH�+HPRSKLOLD�%���,�FRPSHWH�ZLWK�WKH�,QWHUQDWLRQDO�%DUUHO�5DFLQJ�$VVRFLDWLRQ�DQG�TXDOL¿HG�IRU�

WKH�1DWLRQDO�)LQDOV�WR�EH�KHOG�LQ�/RXLVYLOOH��.HQWXFN\���,W�LV�D�JUHDW�KRQRU�WR
UHSUHVHQW�WKH�VWDWH�RI�,QGLDQD�DW�WKLV�HYHQW�

,�DP�FXUUHQWO\�UDQNHG���WK�LQ�WKH�)LUVW��IDVWHVW��'LYLVLRQ�RXW�RI�����DQG�FRQWLQXH�WR�PRYH�XS�DW�HDFK�VKRZ���,�DP�
DOVR�UDQNHG��UG�LQ�WKH�7KLUG�'LYLVLRQ�RXW�RI�������,�WRRN�¿UVW�SODFH�LQ�EDUUHOV�DW�WKH
.RVFLXVNR�&RXQW\�)DLU�WKLV�\HDU�

,�IHHO�YHU\�IRUWXQDWH�WR�EH�DEOH�WR�FRPSHWH�ZLWK�WKH�,%5$�EXW�FRPSHWLWLRQV�DUH�YHU\�H[SHQVLYH���,I�\RX�ZRXOG�OLNH�
WR�PDNH�D�GRQDWLRQ�SOHDVH�VHQG�D�FKHFN�WR�7KH�&RDOLWLRQ�IRU�+HPRSKLOLD�%�DQG�ZULWH�RQ�WKH�PHPR�OLQH�Donation 

for Brooke Kaser RU�GRQDWH�YLD�SD\SDO�WR�WKH�&RDOLWLRQ���,�WKDQN�\RX�LQ�DGYDQFH�IRU�DQ\�DVVLVWDQFH�DQG�LI�,�ZLQ��,�
ZLOO�GH¿QLWHO\�PDNH�D�GRQDWLRQ�EDFN�WR�7KH�&RDOLWLRQ�IRU�+HPRSKLOLD�%�

:LVK�PH�OXFN���%URRNH

A Message From Kim...
+HOOR�$OO�
2YHU�WKH�SDVW�VHYHUDO�PRQWKV�ZH�KDYH�UHFHLYHG�PDQ\�UHTXHVWV�IRU�DVVLVWDQFH�IURP�IDPLOLHV�LQ�
RXU�FRPPXQLW\���:H�EHOLHYH�LW�WDNHV�D�YLOODJH��HYHQ�������ZLOO�PDNH�D�WUHPHQGRXV�GLIIHUHQFH�LQ�
WKH�TXDOLW\�RI�OLIH�IRU�SHRSOH�ZLWK�KHPRSKLOLD�LQ�QHHG���:H�WKDQN�\RX�IRU�DOO�\RXU�ORYH��NLQGQHVV�
DQG�JHQHURVLW\�WR�KHOS�IDPLOLHV�LQ�QHHG���$QG�WR�PDNH�WKLQJV�HDVLHU��ZH�KDYH�H[FLWLQJ�QHZV���
:H�QRZ�KDYH�D�3D\3DO�DFFRXQW�WR�PDNH�LW�HDVLHU�WR�PDNH�GRQDWLRQV���-XVW�YLVLW�RXU�ZHEVLWH�
FRDOLWLRQIRUKHPRSKLOLDE�RUJ�DQG�FOLFN�RQ�GRQDWH��ZKLFK�ZLOO�EULQJ�\RX�GLUHFWO\�WR�RXU�3D\3DO�VLWH�
RU�JR�WR�3D\3DO�DQG�XVH�RXU�HPDLO��KHPRE#L[�QHWFRP�FRP��DGGUHVV�WR�GRQDWH�

7KDQN�\RX���7KDQN�\RX���Thank you!!!

Brook Kaser
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*HQH�WKHUDS\�VHHPV�¿QDOO\�SRLVHG�IRU�VXFFHVV�
DV�D�SRWHQWLDO�FXUH�IRU�KHPRSKLOLD�%���:H�
UHSRUWHG�RQ�WKH�SURPLVLQJ�UHVXOWV�IURP�WKH�

6W��-XGH�8QLYHUVLW\�&ROOHJH�/RQGRQ��6-�8&/��VWXG\�
DW�WKH�HQG�RI��������1RZ��DQRWKHU�JHQH�WKHUDS\�
VWXG\�IRU�KHPRSKLOLD�%�LV�JHWWLQJ�VWDUWHG���$VNOHSLRV�
%LRSKDUPDFHXWLFDO��$VN%LR��LQ�FROODERUDWLRQ�ZLWK�
'U��&KULVWRSKHU�:DOVK�DW�0W��6LQDL�0HGLFDO�&HQWHU�
LQ�1HZ�<RUN�KDV�GHYHORSHG�D�JHQH�WKHUDS\�WUHDWPHQW�
XVLQJ�DGHQR�DVVRFLDWHG�YLUXV��W\SH����$$9���WR�
GHOLYHU�IDFWRU�,;�JHQHV�WR�WKH�OLYHU�

$VN%LRV�LV�XVLQJ�D�PHWKRG�VLPLODU�PHWKRG�WR�WKDW�
XVHG�LQ�WKH�6-�8&/�VWXG\���2QH�GLIIHUHQFH�LV�WKDW�
$VN%LR�KDV�D�PRUH�KLJKO\�SXUL¿HG�$$9��YHFWRU���7KDW�
PHDQV�WKDW�WKHUH�DUH�PRUH�DFWLYH�YHFWRU�SDUWLFOHV�LQ�
D�JLYHQ�GRVH��VR�D�GRVH�FDQ�SRWHQWLDOO\�WUDQVIRUP�D�
ODUJHU�QXPEHU�RI�FHOOV�WR�SURGXFH�IDFWRU�,;��KRSHIXOO\�
ZLWK�IHZHU�VLGH�HIIHFWV���$VN%LR�LV�DOVR�XVLQJ�D�
PRGL¿HG�IDFWRU�,;�JHQH�WR�SURGXFH�D�SURWHLQ�WKDW�KDV�
D�VLJQL¿FDQWO\�KLJKHU�FORWWLQJ�DFWLYLW\�WKDQ�QRUPDO�
IDFWRU�,;���$VN%LR�EHOLHYHV�WKH\�FDQ�HYHQWXDOO\�
LQFUHDVH�SDWLHQW¶V�EORRG�OHYHOV�RI�IDFWRU�,;�WR������
����RI�QRUPDO���7KDW¶V�HQRXJK�WR�HVVHQWLDOO\�SURYLGH�
D�FXUH�IRU�KHPRSKLOLD�%�LI�WKH�IDFWRU�,;�SURGXFWLRQ�
ODVWV���3UHYLRXV�PHWKRGV�KDYH�RQO\�DWWHPSWHG�WR�
LQFUHDVH�IDFWRU�,;�OHYHOV�LQWR�WKH��������UDQJH��HQRXJK�

WR�FKDQJH�VHYHUH�KHPRSKLOLD�LQWR�PRGHUDWH�RU�PLOG�
KHPRSKLOLD�

2QH�LPSRUWDQW�TXHVWLRQ�ZLOO�EH�ZKHWKHU�WKH�
PRGL¿HG�IDFWRU�,;�PROHFXOH�ZLOO�LQFUHDVH�LQKLELWRU�
GHYHORSPHQW�LQ�SDWLHQWV���7KDW�RFFXUUHG�LQ�1RYR�
1RUGLVN¶V�WULDO�RI�D�PRGL¿HG�PRUH�DFWLYH�IDFWRU�9,,D�
SURGXFW�UHSRUWHG�HOVHZKHUH�LQ�WKLV�LVVXH���+RZHYHU��
1RYR¶V�IDFWRU�9,,D�JHQH�ZDV�SURGXFHG�LQ�WKH�
ODERUDWRU\�DQG�KDV�WKUHH�PRGL¿HG�DPLQR�DFLGV��ZKLOH�
WKH�$VN%LR�IDFWRU�,;�JHQH�FRQWDLQV�RQO\�D�VLQJOH�
FKDQJH���7KH�PRGL¿HG�JHQH�FDPH�IURP�DQ�,WDOLDQ�
IDPLO\�ZKRVH�IDFWRU�,;�LV�QDWXUDOO\�PRUH�DFWLYH���7KH�
IDPLO\�KDV�QR�KLVWRU\�RI�LQKLELWRUV��EXW�WKDW�GRHVQ¶W�
QHFHVVDULO\�PHDQ�WKDW�WKHLU�IDFWRU�,;�FRXOGQ¶W�SURGXFH�
LQKLELWRUV�LQ�RWKHU�SHRSOH�ZKRVH�LPPXQH�V\VWHPV�KDG�
QHYHU�HQFRXQWHUHG�WKH�PRGL¿HG�SURWHLQ���7KDW�UHPDLQV�
WR�EH�VHHQ�

7KLV�LV�D�3KDVH�,�,,�VWXG\�ORRNLQJ�DW�LQFUHDVLQJ�GRVHV�
LQ�XS�WR����SDWLHQWV���7KH�SULPDU\�JRDO�RI�WKH�VWXG\�LV�
WR�DVVHVV�WKH�VDIHW\�RI�WKH�SURSRVHG�WUHDWPHQW���2WKHU�
REMHFWLYHV�DUH�WR�LQYHVWLJDWH�WKH�SKDUPDFRNLQHWLFV�RI�
IDFWRU�,;�DFWLYLW\�DQG�LWV�UHODWLRQVKLS�WR�WKH�DPRXQW�RI�
YHFWRU�LQIXVHG��WR�GHWHUPLQH�WKH�GRVH�RI�YHFWRU�QHHGHG�
WR�HOHYDWH�IDFWRU�DFWLYLW\�WR����������RI�QRUPDO��WR�
ORRN�DW�WKH�LPPXQH�UHVSRQVHV�WR�ERWK�WKH�YHFWRU�DQG�

WKH�PRGL¿HG�IDFWRU�,;�SURWHLQ�DQG�
WR�GHWHUPLQH�KRZ�ORQJ�WKH�YHFWRU�
JHQHV�UHPDLQ�LQ�WKH�ERG\�

$VN%LR�LV�FXUUHQWO\�UHFUXLWLQJ�
SDWLHQWV�IRU�WKH�VWXG\���7KH�LQLWLDO�
IROORZ�XS�UHTXLUHV�ZHHNO\�YLVLWV�
IRU�WKH�¿UVW�WZHOYH�ZHHNV��WKHQ�
OHVV�IUHTXHQWO\�DIWHU�WKDW���7KH�
LQLWLDO�VWXG\�VLWHV�DUH�0W��6LQDL�LQ�
1HZ�<RUN�DQG�WKH�8QLYHUVLW\�RI�
&DOLIRUQLD�DW�'DYLV��ZLWK�PRUH�VLWHV�
H[SHFWHG�WR�RSHQ�LQ�WKH�IXWXUH���7KH�
VSRQVRUV�ZLOO�SD\�SDWLHQWV¶�H[SHQVHV�
IRU�WUDYHO�WR�WKH�VWXG\�VLWHV���0RUH�
LQIRUPDWLRQ�FDQ�EH�REWDLQHG�DW�
ZZZ�FOLQLFDOWULDOV�JRY���6HDUFK�IRU�
VWXG\�1&7���������

New Gene Therapy Study for 

Hemophilia B
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A Mom’s Perspective
�
7KH�6\PSRVLXP�KHOG�E\�WKH�&RDOLWLRQ�IRU�+HPRSKLOLD�
%�LQ�0DUFK�ZDV�D�ZRQGHUIXO�H[SHULHQFH�IRU�RXU�IDPLO\���
:H�HQMR\HG�OHDUQLQJ�DERXW�QHZ�
DGYDQFHV��PHHWLQJ�QHZ�IDPLOLHV�
DQG�UHFRQQHFWLQJ�ZLWK�IDPLOLHV�
ZH¶YH�NQRZQ�IRU�\HDUV���,�KDG�QR�
LGHD��WKRXJK��KRZ�PXFK�WKLV�WULS�
ZRXOG�LPSDFW�RXU�VXPPHU�DQG�RXU�
GDXJKWHU¶V�MRXUQH\�WRZDUG�VHOI�
LQIXVLRQ���:KLOH�DW�WKH�6\PSRVLXP��
DOO�RI�RXU�FKLOGUHQ�ZHUH�LQWULJXHG�
E\�WKH�IDNH�DUP�+RSH�:RRGFRFN�
EURXJKW�WR�KHOS�NLGV�OHDUQ�WR�
LQIXVH���:KLOH�+RSH�DQG�,�FKDWWHG�
DERXW�WKH�VWUXJJOHV�P\�GDXJKWHU�
KDG�ZLWK�LQIXVLQJ��+RSH�WDONHG�WR�
PH�DERXW�DQ�DOO�IHPDOH�EOHHGLQJ�
GLVRUGHUV�FDPS�LQ�1HZ�<RUN���6KH�
WROG�PH��³6HQG�KHU�WR�PH���,�FDQ�
KHOS�KHU�´��,�WKRXJKW�WKDW�VRXQGHG�
OLNH�D�JUHDW�LGHD��H[FHSW�IRU�WKH�IDFW�
WKDW�ZH�OLYH�LQ�0LVVRXUL�

$V�WKH�VFKRRO�\HDU�FDPH�WR�D�FORVH��(OL]DEHWK�WULHG�
HYHU\WKLQJ�WR�FRQYLQFH�XV�WKDW�VKH�GLGQ¶W�QHHG�WR�JR�WR�
FDPS��EXW�LQIXVLRQV�VWLOO�ZHUHQ¶W�HDV\���:H�EHJDQ�WU\LQJ�
WR�¿JXUH�RXW�KRZ�WR�PDNH�LW�ZRUN�WR�VHQG�KHU�WR�D�FDPS�
WKDW�ZDV�HLJKWHHQ�KRXUV�IURP�KRPH���)LQDOO\�ZH�GHFLGHG�
WR�GULYH�KHU�WR�FDPS�DQG�WKHQ�OHW�KHU�À\�KRPH���$V�SODQV�
FDPH�WRJHWKHU��ZH�OHDUQHG�RI�DQRWKHU�WHHQDJH�JLUO�LQ�RXU�
DUHD�WKDW�ZDV�LQWHUHVWHG�LQ�JRLQJ�WR�&DPS�/LWWOH�2DN�
DV�ZHOO���$OWKRXJK�ZH¶G�QHYHU�PHW��KHU�SDUHQWV�EUDYHO\�
DOORZHG�KHU�WR�ULGH�ZLWK�XV�DFURVV�FRXQWU\���:H�ZHUH�DEOH�
WR�VHFXUH�SODQH�WLFNHWV�KRPH�EXW�FRXOGQ¶W�JHW�WKH�JLUOV�RQ�D�
ÀLJKW�WRJHWKHU���+RSH�ZDV�D�FDOPLQJ�IRUFH�IRU�DOO�RI�XV�DQG�
FRQWLQXHG�WR�UHDVVXUH�XV�WKDW�HYHU\WKLQJ�ZDV�JRLQJ�WR�EH�
¿QH�

:KHQ�ZH�DUULYHG�DW�&DPS�/LWWOH�2DN��DIWHU�D�EHDXWLIXO�
GULYH��,�ZDV�D�ELW�ZRUULHG�DERXW�P\�JLUOLH�JLUO�LQ�WKHVH�
FDELQV�WKDW�ZHUH�D�ELW�RQ�WKH�UXVWLF�VLGH���$IWHU�ZH�FKHFNHG�
KHU�LQ�ZLWK�PHGLFDWLRQV�DQG�SODQH�WLFNHWV��ZH�PDGH�RXU�ZD\�
WR�WKH�FDELQV���7KH�PRPHQW�VKH�HQWHUHG�WKH�FDELQ��,�NQHZ�
LW�ZDV�ZRUWK�WKH�ORQJ�WULS�WR�JHW�(OL]DEHWK�WR�7+,6�FDPS���
2WKHU�JLUOV�ZHOFRPHG�RXU�0LVVRXUL�JLUOV�UHDGLO\�DQG�WKHUH�
ZDV�ORWV�RI�FKDWWHU�DPRQJ�DOO�RI�WKHP�LPPHGLDWHO\���$V�
WKH�ZHHN�SURJUHVVHG��+RSH�VHQW�XSGDWHV�DERXW�(OL]DEHWK¶V�
SURJUHVV�ZLWK�LQIXVLRQV�DQG�DVVXUHG�XV�WKDW�VKH�ZDV�KDYLQJ�
D�JUHDW�WLPH���:H�ZHUH�VR�H[FLWHG�WR�KHDU�IURP�(OL]DEHWK�

DOO�DERXW�KHU�ZHHN�DW�FDPS��HVSHFLDOO\�VLQFH�ZH�NQHZ�
LQIXVLRQV�KDG�EHHQ�VXFFHVVIXO�
�
7KH�ÀLJKWV�KRPH�IRU�RXU�0LVVRXUL�JLUOV�ZHUH�TXLWH�DQ�
H[SHULHQFH���7KH\�HQGHG�XS�RQ�WKH�VDPH�ÀLJKWV�DQG�

WUDYHOHG�WKURXJK�VHYHUDO�DLUSRUWV���
:KHQ�WKH\�¿QDOO\�FDPH�RXW�RI�
WKH�WHUPLQDO��WKH\�ZHUH�QRW�RQO\�
H[KDXVWHG��EXW�WKH\�ZHUH�GH¿QLWHO\�
VWURQJHU�DQG�PRUH�FRQ¿GHQW�WKDQ�
WKH\�ZHUH�ZKHQ�ZH�GURSSHG�WKHP�
RII���$W�FDPS��(OL]DEHWK�PDGH�
+8*(�SURJUHVV�WRZDUG�VHOI�
LQIXVLRQ�DQG�KDV�VXFFHVVIXOO\�EHHQ�
LQIXVLQJ�KHUVHOI�HYHU�VLQFH���6KH�
PDGH�JUHDW�IULHQGV�DQG�HQMR\HG�WKH�
FDPS�H[SHULHQFH�PRUH�WKDQ�,�HYHU�
GUHDPHG�VKH�ZRXOG���,W�ZDV�WKH�
NLQG�RI�FDPS�H[SHULHQFH�,�RIWHQ�
KHDU�DERXW�IURP�RWKHU�IDPLOLHV���
,�DP�VR�WKDQNIXO�WKDW�ZH�ZHUH�
FRQQHFWHG�ZLWK�+RSH�WKURXJK�WKH�

&RDOLWLRQ���,�DP�
DPD]HG�E\�WKH�
GLIIHUHQFH�WKLV�
RQH�ZHHN�PDGH�
LQ�P\�GDXJKWHU¶V�
OLIH���6KH�LV�PRUH�
FRQ¿GHQW�DQG�
LQGHSHQGHQW�
EHFDXVH�RI�FDPS�
DQG�VKH�PDGH�
VRPH�JUHDW�IULHQGV�
WKDW�XQGHUVWDQG�

ZKHUH�VKH�LV�FRPLQJ�IURP�DV�D�JLUO�ZLWK�VHYHUH�+HPRSKLOLD���
(OL]DEHWK�FDQ¶W�ZDLW�WR�JR�EDFN�WR�FDPS�QH[W�VXPPHU�

A Daughter’s Perspective
&DPS�WKLV�\HDU�IRU�PH�ZDV�DQ�H[SHULHQFH�WKDW�,�ZLOO�QHYHU�
IRUJHW���$V�XVXDO�IRU�P\VHOI��,�ZDV�UDWKHU�VNHSWLFDO�RQ�JRLQJ�
VRPHSODFH�QHZ�ZKHUH�,�NQHZ�QR�RQH���)URP�WKH�PRPHQW�
WKDW�,�JRW�WR�&DPS�/LWWOH�2DN��WKRXJK��,�KDG�D�IHHOLQJ�WKDW�
LW�ZRXOG�EH�D�WUXO\�DPD]LQJ�H[SHULHQFH���)URP�GRLQJ�WKH�
W\SLFDO�FDPS\�WKLQJV�OLNH�DUWV�DQG�FUDIWV��SXOOLQJ�SUDQNV�RQ�
WKH�RWKHU�FDELQV��DQG�KDYLQJ�D�PRYLH�QLJKW��,�PDGH�VRPH�
PLOHVWRQHV�ZKHQ�LW�FDPH�WR�VHOI�LQIXVLQJ���7U\LQJ�QHZ�
YHLQV��DQG�WDONLQJ�WR�RWKHU�JLUOV�ZKR�KDYH�WR�LQIXVH�ZDV�D�
JUHDW�ZD\�IRU�PH�WR�EUDQFK�RXW�DQG�EH�PRUH�FRQ¿GHQW�LQ�
P\�RZQ�LQIXVLRQV���,�PDGH�VR�PDQ\�JUHDW�IULHQGV�WKDW�ZHHN�
DQG�,�FDQ¶W�ZDLW�WR�JR�EDFN�QH[W�\HDU�

Camp Perspectives





Industry News

Biogen Idec Reports Positive Results
in the Phase III Study of their
Longer-Lasting Factor IX Product

%LRJHQ�,GHF�DQG�WKHLU�SDUWQHU�6ZHGLVK�2USKDQ�%LRYLWUXP�KDYH�DQQRXQFHG�SRVLWLYH�UHVXOWV�LQ�D�3KDVH�
,,,�FOLQLFDO�VWXG\�RI�WKHLU�ORQJHU�ODVWLQJ�UHFRPELQDQW�IDFWRU�,;�SURGXFW��ZKLFK�LV�XQGHU�GHYHORSPHQW���
7KH�SURGXFW��FXUUHQWO\�WHUPHG�U),;)F��LV�D�UHFRPELQDQW�IDFWRU�,;�PROHFXOH�OLQNHG�WR�WKH�)F�SRUWLRQ�
RI�DQ�LPPXQRJOREXOLQ��DQWLERG\��PROHFXOH���7KH�)F�SRUWLRQ�RI�WKH�QHZ�PROHFXOH�JLYHV�WKH�SURGXFW�D�
PXFK�ORQJHU�OLIHWLPH�LQ�WKH�EORRG�VWUHDP���8VH�RI�U),;)F�LV�H[SHFWHG�WR�DOORZ�KHPRSKLOLD�%�SDWLHQWV�
RQ�SURSK\OD[LV�WR�VLJQL¿FDQWO\�LQFUHDVH�WKH�OHQJWK�RI�WLPH�EHWZHHQ�LQIXVLRQV���%LRJHQ�H[SHFWV�WR�
VXEPLW�WKHLU�8�6��OLFHQVH�DSSOLFDWLRQ�IRU�U),;)F�GXULQJ�WKH�¿UVW�KDOI�RI������

7KH�VWXG\��FDOOHG�%�/RQJ��LQFOXGHG�����PDOH�KHPRSKLOLD�%�SDWLHQWV�DQG�ORRNHG�DW�SURSK\OD[LV�ZLWK�
LQIXVLRQV�HLWKHU�RQFH�D�ZHHN�RU�LQGLYLGXDOL]HG�IRU�HDFK�VSHFL¿F�SDWLHQW���,W�DOVR�ORRNHG�DW�WUHDWPHQW�
RI�EOHHGLQJ�HSLVRGHV�DQG�IRU�XVH�LQ�VXUJHU\���U),;)F�ZDV�HIIHFWLYH�DW�SUHYHQWLQJ�RU�UHGXFLQJ�EOHHGLQJ�
LQ�DOO�SDUWV�RI�WKH�VWXG\���7KH�PHGLDQ�WLPH�EHWZHHQ�LQIXVLRQV�IRU�LQGLYLGXDOL]HG�GRVLQJ�DW�WKH�HQG�RI�
WKH�VWXG\�ZDV����GD\V���7KLV�VXJJHVWV�WKDW�PDQ\�SDWLHQWV�PD\�EH�DEOH�WR�DFKLHYH�HIIHFWLYH�SURSK\OD[LV�
ZLWK�GRVHV�RQO\�RQFH�HYHU\�WZR�ZHHNV�

Novo Nordisk Discontinues Development of a 
1HZ�0RGL¿HG�)DFWRU�9,,D�3URGXFW�IRU�7UHDWPHQW�
of Hemophilia Patients with Inhibitors

1RYR�1RUGLVN��PDQXIDFWXUHU�RI�1RYR6HYHQ���D�UHFRPELQDQW�DFWLYDWHG�IDFWRU�9,,��)9,,D��SURGXFW�
IRU�WUHDWPHQW�RI�KHPRSKLOLD�$�DQG�%�SDWLHQWV�ZLWK�LQKLELWRUV��KDV�EHHQ�GHYHORSLQJ�D�PRGL¿HG�
)9,,D�SURGXFW�ZLWK�WKH�JHQHULF�QDPH�YDWUHSWDFRJ�DOID���8VLQJ�JHQHWLF�HQJLQHHULQJ��1RYR�KDG�PDGH�
VRPH�VPDOO�FKDQJHV�LQ�WKH�PROHFXODU�VWUXFWXUH�RI�WKH�QRUPDO�IDFWRU�9,,�PROHFXOH�WKDW�DSSHDUHG�WR�
LQFUHDVH�LWV�DFWLYLW\���+RZHYHU��GXULQJ�D�3KDVH�,,,�FOLQLFDO�VWXG\��VRPH�SDWLHQWV�ZHUH�REVHUYHG�WR�
SURGXFH�DQWLERGLHV�DJDLQVW�WKH�PRGL¿HG�PROHFXOH���7KH�DQWLERGLHV�KDYH�WKH�SRWHQWLDO�WR�UHGXFH�WKH�
HIIHFWLYHQHVV�RI�WKH�QHZ�SURGXFW�DQG�FRXOG�DOVR�SRWHQWLDOO\�FURVV�UHDFW�ZLWK�1RYR6HYHQ����3DWLHQWV�
KDYH�QRW�SUHYLRXVO\�EHHQ�REVHUYHG�WR�SURGXFH�DQWLERGLHV�DJDLQVW�1RYR6HYHQ����%HFDXVH�RI�WKH�
SRWHQWLDOO\�VHULRXV�FRQVHTXHQFHV�RI�WKLV�¿QGLQJ��1RYR�KDV�GHFLGHG�WR�GLVFRQWLQXH�GHYHORSPHQW�RI�
YDWUHSWDFRJ�DOID�

3DJH�����6XPPHU�����)DFWRU�1LQH�1HZV





3DJH�����6XPPHU�����)DFWRU�1LQH�1HZV

Inspiration Biopharmaceuticals’ Factor 
IX Product Placed on Clinical Hold

,QVSLUDWLRQ�%LRSKDUPDFHXWLFDOV�LV�GHYHORSLQJ�D�QHZ�UHFRPELQDQW�IDFWRU�,;�FRQFHQWUDWH�IRU�WUHDWPHQW�
RI�KHPRSKLOLD�%���7KH�SURGXFW��FDOOHG�,%�����ZKLOH�LW�LV�VWLOO�LQ�GHYHORSPHQW��ZRXOG�EH�D�GLUHFW�
FRPSHWLWRU�RI�%HQH),;��FXUUHQWO\�WKH�RQO\�UHFRPELQDQW�IDFWRU�,;�SURGXFW�DYDLODEOH�LQ�WKH�8�6��PDUNHW���
,QVSLUDWLRQ�KDV�DOUHDG\�DSSOLHG�IRU�OLFHQVXUH�ERWK�WKH�8�6��DQG�(XURSH�ZKLOH�FRQWLQXLQJ�LWV�3KDVH�,,,�
FOLQLFDO�VWXGLHV���,%�����KDV�VR�IDU�VKRZHG�JRRG�VDIHW\�DQG�HI¿FDF\�LQ�SUHYHQWLRQ�DQG�WUHDWPHQW�RI�
EOHHGLQJ�HSLVRGHV�

+RZHYHU��PRUH�GHWDLOHG�DQDO\VLV�RI�WKH�FOLQLFDO�GDWD�KDV�VKRZQ�WKDW�VRPH�SDWLHQWV�WUHDWHG�ZLWK�,%�����
KDYH�GHYHORSHG�DQWLERGLHV�DJDLQVW�SURWHLQV�GHULYHG�IURP�WKH�&KLQHVH�KDPVWHU�RYDU\��&+2��FHOOV�
XVHG�WR�PDQXIDFWXUH�WKH�SURGXFW���%HFDXVH�RI�WKLV��WKH�)'$�DQG�,QVSLUDWLRQ�KDYH�SODFHG�D�KROG�RQ�
WKH�FOLQLFDO�VWXGLHV�VXVSHQGLQJ�IXUWKHU�WUHDWPHQW�XQWLO�WKH�LVVXH�FDQ�EH�UHVROYHG���,QVSLUDWLRQ�KDV�DOVR�
LQIRUPHG�DOO�RI�WKH�QRQ�8�6��UHJXODWRU\�ERGLHV�RYHUVHHLQJ�,%�����FOLQLFDO�VWXGLHV�

)RUWXQDWHO\��WKH�DQWLERGLHV�GR�QRW�DSSHDU�WR�KDYH�SURGXFHG�DQ\�DGYHUVH�UHDFWLRQV�LQ�WKH�VWXG\�SDWLHQWV�
RU�OHG�WR�GHYHORSPHQW�RI�LQKLELWRUV�DJDLQVW�IDFWRU�,;���,QVSLUDWLRQ�LV�FXUUHQWO\�LQYHVWLJDWLQJ�WKH�LVVXH�
DQG�FORVHO\�IROORZLQJ�WKH�VWXG\�VXEMHFWV�WR�PDNH�VXUH�WKH\�GR�QRW�H[SHULHQFH�DQ\�XQWRZDUG�UHDFWLRQV�
IURP�WKH�DQWLERGLHV�

0DQ\�UHFRPELQDQW�SURGXFWV��LQFOXGLQJ�%HQH),;��DUH�SURGXFHG�LQ�&+2�FHOOV�DQG�DOO�IDFH�WKH�FKDOOHQJH�
RI�UHPRYLQJ�DQ\�H[WUDQHRXV�SURWHLQV�SURGXFHG�E\�WKH�FHOOV���8VXDOO\��WKH�SURFHVV�XVHG�WR�SXULI\�D�
SURGXFW�DIWHU�LW�LV�PDGH�E\�WKH�FHOOV�UHPRYHV�DQ\�FRQWDPLQDWLQJ�SURWHLQV�WR�ORZ�HQRXJK�OHYHOV�WR�
SUHYHQW�VLJQL¿FDQW�DQWLERG\�IRUPDWLRQ�LQ�SDWLHQWV�

1R�DGGLWLRQDO�LQIRUPDWLRQ�RQ�WKH�LVVXH�LV�FXUUHQWO\�DYDLODEOH�IURP�,QVSLUDWLRQ��EXW�WKH�VROXWLRQ�FRXOG�
EH�DV�VLPSOH�DV�WZHDNLQJ�WKH�SXUL¿FDWLRQ�SURFHVV�WR�IXUWKHU�UHGXFH�WKH�DPRXQWV�RI�&+2�SURWHLQV�LQ�
WKH�SURGXFW���7KH�VROXWLRQ�FRXOG�DOVR�EH�PRUH�FRPSOH[��EXW�LQ�HLWKHU�FDVH�LW�ZLOO�WDNH�WLPH�WR�UHVROYH���
$GGLWLRQDO�SUH�FOLQLFDO�WHVWLQJ�ZLOO�SUREDEO\�EH�QHHGHG�EHIRUH�,QVSLUDWLRQ�DQG�)'$�IHHO�FRQ¿GHQW�
HQRXJK�WR�UHVXPH�WKH�VWXG\�LQ�KXPDQV���$V�LQ�DQ\�FOLQLFDO�VWXG\��WKH�VDIHW\�RI�WKH�VWXG\�SDUWLFLSDQWV�LV�
DOZD\V�WKH�IRUHPRVW�FRQFHUQ�

New Publication from the
World Federation of Hemophilia 

7KH�:RUOG�)HGHUDWLRQ�RI�+HPRSKLOLD�KDV�UHFHQWO\�SXEOLVKHG�DQ�XSGDWHG�UHYLVLRQ�RI�WKHLU�JXLGHOLQHV�
RQ�KHPRSKLOLD�WUHDWPHQW�LQ�WKH�MRXUQDO�Haemophilia���7KH�JXLGHOLQHV�DUH�LQWHQGHG�IRU�KHDOWKFDUH�
SURYLGHUV��EXW�DOVR�FRQWDLQ�YDOXDEOH�LQIRUPDWLRQ�IRU�SDWLHQWV�ZLWK�KHPRSKLOLD���3DWLHQWV�PD\�DOVR�ZDQW�
WR�JLYH�D�FRS\�WR�WKHLU�SK\VLFLDQV�ZKR�DUH�OHVV�IDPLOLDU�ZLWK�KHPRSKLOLD���$�IUHH�FRS\�FDQ�EH�REWDLQHG�
RQ�WKH�:)+�ZHE�VLWH�DWZZZ�ZIK�RUJ���6FUROO�GRZQ�WR�WKH�ER[�ODEHOHG�5HFHQW�3XEOLFDWLRQV�DQG�FOLFN�
RQ�*XLGHOLQHV�IRU�WKH�0DQDJHPHQW�RI�+HPRSKLOLD���QG�HGLWLRQ���7KH�GRFXPHQW�FDQ�EH�SULQWHG�RU�
GRZQORDGHG�DV�D�SGI�¿OH�

1RWH�WKDW�WKH�VDPH�ER[�RQ�WKH�:)+�ZHE�SDJH�DOVR�OLVWV�D�QHZ�:)+�SXEOLFDWLRQ�RQ�&DUULHUV�DQG�
:RPHQ�ZLWK�+HPRSKLOLD���5HFRJQLWLRQ�WKDW�WKHUH�DUH�D�VLJQL¿FDQW�QXPEHU�RI�IHPDOHV�ZLWK�KHPRSKLOLD�
DSSHDUV�WR�EH�LQFUHDVLQJ�



7KH�$OOLDQFH�ORRNV�IRUZDUG�WR�VSRQVRULQJ�WKH�&62�OXQFKHRQ�DW�WKH�XSFRPLQJ�DQQXDO�PHHWLQJ���7KH�
OXQFKHRQ�LV�RQH�RI�WKH�ZD\V�WKH�QRZ����KHPRSKLOLD�WUHDWPHQW�FHQWHUV�ZKR�PDNH�XS�WKH�$OOLDQFH�
PHPEHUVKLS�DUH�GHYRWHG�WR�VXSSRUWLQJ�\RXU�HIIRUWV���7KH�$OOLDQFH�)RXQGDWLRQ��ZKLFK�UHFHLYHV������RI�
LWV�IXQGLQJ�IURP�WKH�$OOLDQFH��LV�HQWHULQJ�LWV�¿IWK�\HDU�RI�SURYLGLQJ�IXQGLQJ�WR�KHOS�\RX�EXLOG�WKH�FULWLFDO�
LQIUDVWUXFWXUH�\RX�QHHG�WR�VXVWDLQ�\RXU�RUJDQL]DWLRQ���7KH�GDWHV�IRU�VXEPLWWLQJ�JUDQWV�ZLOO�EH�PLG�
)HEUXDU\�WR�$SULO���WK���,I�\RX�DUH�XQVXUH�DERXW�ZKHWKHU�\RX�DUH�RQ�WKH�HPDLO�OLVW�SOHDVH�GURS�PH�D�QRWH��
:H�ORRN�IRUZDUG�WR�VHHLQJ�\RX�DW�WKH�OXQFKHRQ�

1758 Allentown Road . #183 . Lansdale . PA 19446 . 215-279-9236
www.hemoalliance.org/foundation
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Press Release   For Immediate Release

The Hemophilia Alliance Foundation, building on a grant program started in 2009, has completed 
its 2012 grant cycle.  Jeff Blake, chair of the Hemophilia Alliance, is pleased with the tremendous 
response to the 2012 grant cycle.  “The Hemophilia Alliance has a vision to reinvest monies into 
the hemophilia community earned through the purchasing power of the HTCs.  The result of this 
vision has been a unique series of partnerships with the hemophilia community.  The success of the 
Foundation has been remarkable.”

The vision is funded through administrative fees — dollars paid to the Hemophilia Alliance and 
their collaborative partner Apexus, the HRSA prime vendor, from the manufacturers who have 
contracted with the Alliance and Apexus.

The Hemophilia Alliance promised the hemophilia community in 2006 that it would reinvest these 
dollars into the community.  Joe Pugliese, president of the Hemophilia Alliance, notes, “Our goal has 
always been to maintain a foundation made up of representatives from all parts of the hemophilia 
community.  The  foundation has focused its efforts on helping recipients build the capacity of their 
organizations.  It is clear that this is an unmet need throughout the community.  We have, through 
the end of the 2012 grant cycle, given back more than $1.4 million to the hemophilia community.”

Joyce Strazzabosco is chair of the Foundation committee.  Joyce notes that interest in the grant 
program continues to grow.  “We are pleased with the interest shown from all parts of the 
community, and the thoughtfulness of the requests.  We are also acutely aware of the tremendous 
need for ongoing support in the community.  It is particularly satisfying to support chapters, HTCs 
and all of the federally funded regions.”

The Alliance will announce the 2013 grant cycle in January of 2013.

�8LI�%PPMERGI�MW�E�RSX�JSV�TVS½X�SVKERM^EXMSR�XLEX�GYVVIRXP]�MW�GSQTVMWIH�SJ�����LIQSTLMPME�XVIEXQIRX�
centers. The purpose of the Alliance is to assist its members in providing outstanding care for their 
patients.  Its mission is to provide member hemophilia treatment centers with resources and services 
to sustain the comprehensive care model for individuals with bleeding and clotting disorders. For more 
information about the Alliance and how you can help further our mission, visit it at
www.hemoalliance.org or email info@hemoalliance.org
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FRU�WKRVH�IDPLOLHV�LQ�RXU�FRPPXQLW\�LQ�QHHG�RI�D�OLWWOH�Holiday Cheer��ZH�ZRXOG�OLNH�WR�
KHOS�SXW�VRPHWKLQJ�XQGHU�WKH�WUHH�IRU�\RXU�FKLOGUHQ���-XVW�¿OO�RXW�WKLV�IRUP�DQG�VHQG�LW�

WR�6DQWD¶V�VSHFLDO�HOI��.LP�DW�WKH�³(DVW´�3ROH���6LQFH�WKH�)DFWRU�1LQH�6DQWD�KDV�VXFK�D�EXV\�
VFKHGXOH��SOHDVH�VHQG�LW�WR�XV�no later than December 3, 2012.�

�<RXU�QDPH�DQG�LQIRUPDWLRQ�ZLOO�EH�NHSW�VWULFWO\�FRQ¿GHQWLDO��

� ���� ������6HQG�WKLV�IRUP�WR����7KH�&RDOLWLRQ�IRU�+HPRSKLOLD�%�+ROLGD\�&KHHU
� � � � � ��$WWHQWLRQ��6SHFLDO�(OI�.LP
� � � � � ������7KLUG�$YHQXH��6XLWH����
� � � � � ��1HZ�<RUN��1HZ�<RUN�������

���������1DPH��BBBBBBBBBBBBBBBBBBBBBBBBBBBBBBBBBBBBBBBBB��3KRQH��BBBBBBBBBBBBBBBBBBBBBBBBBBBBBB
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Factor Nine Holiday Fund 2012!
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      We are delighted to present
        The Coalition for Hemophilia B Factor Nine
               Family Breakfast Meeting!
             Saturday, November 10th, 2012    8:00 – 10:00 am

,Q�FRQMXQFWLRQ�ZLWK�WKH�1DWLRQDO�+HPRSKLOLD�)RXQGDWLRQ�&RQIHUHQFH
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WE LOOK FORWARD TO SEEING YOU!
3UH�UHJLVWUDWLRQ�LV�DSSUHFLDWHG�RQ�RXU�ZHEVLWH�ZZZ�FRDOLWLRQIRUKHPRSKLOLDE�RUJ
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Save the Date!

Never doubt that a small group of thoughtful, committed citizens 
can change the world; Indeed, it is the only thing that ever has.

~ Margaret Mead

:H�DUH�QRZ�RQ�)DFHERRN���9LVLW�XV�XQGHU
The Coalition for Hemophilia B

The 2013 William N. Drohan Scholarship application is now available on our website.
Please visit www.thecoalitionforhemophiliab.org to apply.  The deadline is March 5, 2013.

7th Annual New York Symposium   
Saturday, March 23, 2013
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More Dates to Save!
 The Coalition for Hemophilia B6th

6th 6th
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6th6th 6th Annual Fundraising Dinner
Friday, March 22, 2013
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