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$V� &RQJUHVV� UHWXUQHG� WR�:DVKLQJWRQ�� '&�� DIWHU� WKH� QHZ� \HDU��
KHDOWKFDUH� FRQWLQXHV� WR� EH� D�PDMRU� IRFXV�� LQFOXGLQJ� WZR�SLHFHV�
RI� OHJLVODWLRQ�GLUHFWO\�UHODWHG�WR� LQIDQW�PRUWDOLW\�DQG� LQIDQW�KHDOWK�
RXWFRPHV�

�� +�5��������WKH�6FDUOHWW¶V�6XQVKLQH�RQ�6XGGHQ�8QH[SHFWHG�
'HDWK�$FW�

�� +�5��������WKH�+HDOWK\�6WDUW�5HDXWKRUL]DWLRQ�$FW�

$�-DQXDU\��WK�8�6��+RXVH�(QHUJ\�DQG�&RPPHUFH�&RPPLWWHH�+HDOWK�
6XEFRPPLWWHH� KHDULQJ� WLWOHG�� �/HJLVODWLRQ� WR� ,PSURYH� $PHULFDQV¶�
+HDOWK�&DUH�&RYHUDJH�DQG�2XWFRPHV�´�VKHG�OLJKW�RQ�WKHVH�ELOOV�
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+�5��������WKH�6FDUOHWW¶V�6XQVKLQH�RQ�6XGGHQ�8QH[SHFWHG�'HDWK�
$FW��DGYDQFHV�FXUUHQW�HႇRUWV�WR�IXUWKHU�XQGHUVWDQG�ERWK�VXGGHQ�
XQH[SODLQHG�LQIDQW�GHDWK��68,'��DQG�VXGGHQ�XQH[SODLQHG�GHDWK�
LQ�FKLOGKRRG��68'&����+�5��������LQWURGXFHG�E\�&RQJUHVVZRPDQ�
*ZHQ�0RRUH��'�:,���ZRXOG�LPSURYH�WKH�FRPSUHKHQVLYHQHVV�DQG�
VWDQGDUGL]DWLRQ�RI�FKLOG�DQG�LQIDQW�GHDWK�LQYHVWLJDWLRQV���7KH�OHJLV�
ODWLRQ�ZDV�LQWURGXFHG�LQ�$SULO������DQG��WR�GDWH��KDV�WKH�ELSDUWLVDQ�
VXSSRUW�RI����FRVSRQVRUV�

6HQDWRU�%RE�&DVH\��'�3$��DQG�UHFHQWO\�UHWLUHG�6HQDWRU�-RKQQ\�
,VDNVRQ� �5�*$��KDYH� LQWURGXFHG�D� UHODWHG�ELOO� LQ� WKH�6HQDWH��6��
������ 6HQDWRU�&DVH\� QRWHG� LQ� D� SUHVV� UHOHDVH� DQQRXQFLQJ� WKH�
LQWURGXFWLRQ�RI� WKH� OHJLVODWLRQ� WKDW������� LQIDQWV�HDFK�\HDU�SDVV�
DZD\�IURP�³XQH[SODLQHG�FDXVHV�´

KWWSV���ZZZ�FDVH\�VHQDWH�JRY�QHZVURRP�UHOHDVHV�FDVH\�FRO�
OHDJXHV�LQWURGXFH�ELSDUWLVDQ�ELOO�WR�DGGUHVV�XQH[SHFWHG�FKLOG�
LQIDQW�GHDWKV

7KH� OHJLVODWLRQ� LV�QDPHG� IRU����PRQWK�ROG�6FDUOHWW�3DXOH\��ZKR�
GLHG�VXGGHQO\�LQ�-DQXDU\��������$FFRUGLQJ�WR�KHU�SDUHQWV��6WHSKD�
QLH�=DUHFN\�DQG�5\DQ�3DXOH\�H[SODLQHG��6FDUOHWW�ZDV�D�KHDOWK\��
WKULYLQJ�EDE\�ZKR�ZHQW�WR�VOHHS�DQG�QHYHU�ZRNH�XS�

0DQ\�FDVHV�OLNH�EDE\�6FDUOHWW¶V�UHVXOW�LQ�SDUHQWV�OHDUQLQJ�RQO\�DQ�
³XQNQRZQ´�RU�DPELJXRXV�FDXVH�RI�WKHLU�FKLOG¶V�GHDWK��ZKHUH�WKH�
WUDJHG\�PD\�KDYH�EHHQ�SUHYHQWDEOH�E\� VFUHHQLQJV�RU� UHVHDUFK�
LQWR�VOHHS�UHODWHG�GLVRUGHUV���+�5�������DQG�6�������ZRXOG�UHTXLUH�
WKH�&HQWHUV�IRU�'LVHDVH�&RQWURO�DQG�3UHYHQWLRQ��&'&��WR�UHYLHZ�
DQG�LPSURYH�SURFHGXUHV�IRU�WKH�FRPSUHKHQVLYH�GHDWK�VFHQH�LQ�
YHVWLJDWLRQV�LQYROYLQJ�FDVHV�RI�68,'�DQG�68'&���7KH�KRSH�LV�WKDW�
PRUH�PHGLFDO�UHVHDUFK��GDWD�FROOHFWLRQ��DQG�SURFHGXUDO�LPSURYH�
PHQWV� LQ�FULPH�VFHQH� LQYHVWLJDWLRQV�ZLOO� OHDG� WR�D�EHWWHU�XQGHU�
VWDQGLQJ�RI�DQG�HYHQ�SUHYHQW�IXWXUH�68,'�DQG�68'&�HYHQWV��7KH�
ELOO�DOVR�FDOOV�IRU�DGGLWLRQDO�IDPLO\�VXSSRUW�VHUYLFHV�IRU�WKRVH�ZKR�
KDYH�ORVW�D�FKLOG�WR�68,'�DQG�68'&�

(QGRUVHPHQWV�IRU�WKH�ELOO�KDYH�FRPH�IURP��WKH�$PHULFDQ�$FDGHP\�
RI�3HGLDWULFV��$$3���0DUFK�RI�'LPHV��&KLOGUHQ¶V�+RVSLWDO�$VVRFLD�
WLRQ��&ULEV�IRU�.LGV��)LUVW�&DQGOH��68'&�)RXQGDWLRQ��.,'��)LJKWLQJ�
IRU�3URGXFW�6DIHW\��DQG�WKH�$DURQ�0DWWKHZ�6,'6�5HVHDUFK�*XLOG�
RI�6HDWWOH�&KLOGUHQ¶V�+RVSLWDO�

“The legislation is named for 16 month-
old Scarlett Pauley, who died suddenly in 
January 2017.  According to her parents, 
Stephanie Zarecky and Ryan Pauley 
explained: Scarlett was a healthy, thriving 
baby who went to sleep and never woke up."

Federal Public Health Policy 2020 Brings Focus on 
Sudden Unexplained Infant Death (SUID) and 

Infant Health Outcomes

The Alliance for Patient Access (allianceforpatientaccess.org), 
founded in 2006, is a national network of physicians dedicated 
to ensuring patient access to approved therapies and appropri-
ate clinical care. AfPA accomplishes this mission by recruiting, 
WUDLQLQJ�DQG�PRELOL]LQJ�SROLF\�PLQGHG�SK\VLFLDQV�WR�EH�H௺HFWLYH�
DGYRFDWHV�IRU�SDWLHQW�DFFHVV��$I3$�LV�RUJDQL]HG�DV�D�QRQ�SUR¿W�
501(c)(4) corporation and headed by an independent board of di-
rectors. Its physician leadership is supported by policy advocacy 
PDQDJHPHQW�DQG�SXEOLF�D௺DLUV� FRQVXOWDQWV�� ,Q�������$I3$�HV-
tablished the Institute for Patient Access (IfPA), a related 501(c)
����QRQ�SUR¿W�FRUSRUDWLRQ��,Q�NHHSLQJ�ZLWK�LWV�PLVVLRQ�WR�SURPRWH�
D� EHWWHU� XQGHUVWDQGLQJ� RI� WKH� EHQH¿WV� RI� WKH� SK\VLFLDQ�SDWLHQW�
relationship in the provision of quality healthcare, IfPA sponsors 
policy research and educational programming.

3HHU�5HYLHZHG
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7KH�6XEFRPPLWWHH�DOVR�FRQVLGHUHG�+�5��������WKH�+HDOWK\�6WDUW�
5HDXWKRUL]DWLRQ�$FW��WR�HQKDQFH�SURJUDPV�WKDW�VXSSRUW�SHULQDWDO�
KHDOWK��UHGXFH�LQIDQW�PRUWDOLW\��DQG�LPSURYH�ORQJ�WHUP�KHDOWK�RXW�
FRPHV���+RXVH�(QHUJ\�DQG�&RPPHUFH�&KDLUPDQ�)UDQN�3DOORQH��
-U���'�1-��QRWHG�WKDW�³'HVSLWH�VHUYLQJ�FRPPXQLWLHV�WKDW�KDYH�KDG�
PXFK�KLJKHU�UDWHV�RI�LQIDQW�PRUWDOLW\��+HDOWK\�6WDUW�JUDQWHHV�KDYH�
VKRZQ�WKHLU�DELOLW\�WR�EULQJ�WKHLU�FRPPXQLWLHV¶�RYHUDOO�LQIDQW�PRUWDO�
LW\�UDWH�EHORZ�WKH�QDWLRQDO�DYHUDJH��GHPRQVWUDWLQJ�WKH�SURJUDP¶V�
VXFFHVV�DQG�WKH�QHHG�WR�H[SDQG�DQG�VWUHQJWKHQ�LW�´

KWWSV���HQHUJ\FRPPHUFH�KRXVH�JRY�QHZVURRP�SUHVV�UHOHDVHV�
SDOORQH�UHPDUNV�DW�KHDULQJ�RQ�OHJLVODWLRQ�WR�LPSURYH�DPHULFDQV�
KHDOWK�FDUH

7KH�ELOO�SURYLGHV�IRU�WKH�UHDXWKRUL]DWLRQ�RI�WKH�+HDOWK\�6WDUW�3UR�
JUDP�IRU�¿YH�\HDUV�DW������PLOOLRQ�DQQXDOO\��DQ� LQFUHDVH�RI�����
PLOOLRQ�SHU�\HDU�DERYH�WKH�PRVW�UHFHQW�DXWKRUL]HG�OHYHO�

7KH� +HDOWK\� 6WDUW� 3URJUDP� ³SURYLGHV� JUDQWV� WR� VWDWH� DQG� ORFDO�
FRPPXQLW\� RUJDQL]DWLRQV� LQ� WDUJHWHG� DUHDV�ZLWK� LQIDQW�PRUWDOLW\�
UDWHV�WKDW�DUH�DW�OHDVW�����WLPHV�WKH�QDWLRQDO�DYHUDJH�DQG�RU�ZLWK�
KLJK� LQGLFDWRUV� RI� SRRU� SHULQDWDO� RXWFRPHV�� SDUWLFXODUO\� DPRQJ�
EODFN�DQG�RWKHU�GLVSURSRUWLRQDWHO\�DႇHFWHG�SRSXODWLRQV�´

KWWSV���HQHUJ\FRPPHUFH�KRXVH�JRY�VLWHV�GHPRFUDWV�HQHUJ\�
FRPPHUFH�KRXVH�JRY�ILOHV�GRFXPHQWV�0HPR������������
KHDULQJ���/HJLVODWLRQ���WR���,PSURYH���$PHULFDQV���
+HDOWK���&DUH���&RYHUDJH���DQG���2XWFRPHV�SGI

7KLV�OHJLVODWLRQ�ZDV�LQWURGXFHG�LQ�2FWREHU������LQ�ERWK�WKH�+RXVH�
DQG�6HQDWH���7KH�+HDOWK\�6WDUW�3URJUDP�ZDV�ODVW�UHDXWKRUL]HG�LQ�
�����

0RUH�,QIRUPDWLRQ�

Still a Preemie? 

Jaundice Feeding issues Respiratory 
problems

Born between 
34 and 36 weeks' 
gestation?

Just like preemies born much earlier, 
these “late preterm” infants can face: 

Born preterm
at a “normal” 
weight?

And their parents, like all parents 
of preemies, are at risk for 
postpartum depression and PTSD. 

www.infanthealth.org

Some preemies are born months early, at extremely low 
birthweights.They fight for each breath and face nearly 

insurmountable health obstacles. 

But that’s not every preemie’s story.

Though these babies look healthy, 
they can still have complications 
and require NICU care.

Born preterm 
but not admitted 
to the NICU?

But because some health plans 
determine coverage based on a 
preemie's weight, families of 
babies that weigh more may 
face access barriers and 
unmanageable medical bills.

Some Preemies All Preemies
Will spend weeks 
in the hospital

Will have lifelong 
health problems

Are disadvantaged 
from birth

Face health 
risks

Deserve appropriate 
health coverage

Need access to 
proper health care

Even if preterm babies 
don't require NICU care, 
they can still face health challenges.
Those challenges can extend through 
childhood, adolescence and even 
into adulthood.

“Healthy Start grantees have shown their 
ability to bring their communities’ overall 
infant mortality rate below the national 
average, demonstrating the program’s 
success and the need to expand and 
strengthen it.”
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)RU�PRUH�LQIRUPDWLRQ��D�+RXVH�(QHUJ\�	�&RPPHUFH�+HDOWK�6XEFRP�
PLWWHH�KHDULQJ�PHPRUDQGXP�IRU�-DQXDU\����������FDQ�EH�IRXQG�KHUH�

KWWSV���HQHUJ\FRPPHUFH�KRXVH�JRY�VLWHV�GHPRFUDWV�HQHUJ\�
FRPPHUFH�KRXVH�JRY�ILOHV�GRFXPHQWV�0HPR������������
KHDULQJ���/HJLVODWLRQ���WR���,PSURYH���$PHULFDQV���
+HDOWK���&DUH���&RYHUDJH���DQG���2XWFRPHV�SGI

7KH�ELOOV�VWLOO�QHHG�WR�SDVV�WKURXJK�+HDOWK�&RPPLWWHHV�DQG�ERWK�
WKH�+RXVH�DQG�6HQDWH�WR�EHFRPH�ODZ���7R�FRQWDFW�\RXU�ODZPDNHU�
DQG�YRLFH�\RXU�VXSSRUW�IRU�HLWKHU�RI�WKHVH�ELOOV��SOHDVH�YLVLW�www.
house.gov�DQG�www.senate.gov�
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THE 
BRETT TASHMAN 
FOUNUA �lU 

The Brett Tashman Foundation is a 501©(3) public charity. The mission of the 
Foundation is to find a cure for Desmoplastic Small Cell Round Tumors 
(DSRCT). DSRCT is an aggressive pediatric cancer for which there is no cure 
and no standard treatment. 100 percent of your gift will be used for research. 
There is no paid staff. To make your gift or for more information, go to
³TheBrettTashmanFoundation.orJ��or phone (909) 981-1530.
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