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-XOLH�$QQ�%XUWRQ

7KHUH�ZH�ZHUH��LQ�WKH�VDPH�KRVSLWDO�ZKHUH�P\�VRQ�'HVNLQ¶V�WZLQ�
EURWKHU��-DNH��SDVVHG�DZD\�DW� MXVW� WZR�GD\V�ROG�� �)HDU�ZDVKHG�
RYHU�PH��,�ORRNHG�DW�P\�KXVEDQG��³+RZ�GLG�ZH�HQG�XS�EDFN�KHUH"´�
I asked.

,W�DOO�VWDUWHG�ZLWK�RXU� LQVXUDQFH�FRPSDQ\�� �7KH\�GHQLHG�SUHYHQ-
WLYH�WUHDWPHQW�IRU�UHVSLUDWRU\�V\QF\WLDO�YLUXV��RU�569�ZKHQ�'HVNLQ�
ZDV�WKUHH�\HDUV�ROG���,Q�SUHYLRXV�\HDUV��'HVNLQ�KDG�UHFHLYHG�WKH�
WUHDWPHQW��VDIHJXDUGLQJ�KLP�IURP�WKH�GHDGO\�VHDVRQDO�YLUXV��%XW�
DW�WKUHH�\HDUV�ROG��KH�QR�ORQJHU�TXDOL¿HG��DFFRUGLQJ�WR�WKH�JXLGH-
lines.  

:H�ZHUH�WROG�RXU�RQO\�RSWLRQ�ZDV�WR�SD\�IRU�LW�RXW�RI�SRFNHW�±�WKRX-
VDQGV�RI�GROODUV�IRU�PRQWKO\�GRVHV�WKURXJKRXW�569�VHDVRQ���,¶P�
D�WHDFKHU��DQG�P\�KXVEDQG�ZRUNV�LQ�FRPPHUFLDO� LQVXUDQFH��:H�
VLPSO\�GLGQ¶W�KDYH�WHQV�RI�WKRXVDQGV�RI�GROODUV�O\LQJ�DURXQG��6R�
,�WULHG�WR�FRQYLQFH�P\VHOI�WKDW�'HVNLQ�ZDV�VWURQJHU��WKDW�KH�ZDV�
healthier.  

+H�ZDV��LQ�D�ZD\�

Denying Preventive Treatment Can Have Life-threatening Consequences

The National Coalition for Infant Health is a collaborative of 
more than 180 professional, clinical, community health, and 
family support organizations focused on improving the lives of 
premature infants through age two and their families. NCfIH’s 
mission is to promote lifelong clinical, health, education, and 
supportive services needed by premature infants and their fam-
ilies. NCfIH prioritizes safety of this vulnerable population and 
access to approved therapies.
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Deskin had been born in the 24th week of gestation and spent 
nearly ten months in the hospital before being released with a 
WUDFKHRVWRP\�WXEH��YHQWLODWRU��DQG�R[\JHQ���+H�SURJUHVVHG�\HDU�
after year, and, at age three, he started preschool with a nurse 
DFFRPSDQ\LQJ�KLP�HYHU\�GD\����

7KH� VFKRRO� GLG� DQ� H[FHOOHQW� MRE� RI� WHOOLQJ� XV� LI� DQRWKHU� NLG�ZDV�
VLFN��DQG�ZH�NHSW�'HVNLQ�KRPH�DW�WKH�¿UVW�VLJQ�RI�D�VQLႉH���:H�
WRRN�HYHU\�SRVVLEOH�SUHFDXWLRQ�WR�NHHS�KLP�ZHOO��:H�FOHDQHG�VXU-
IDFHV��ZH�ZDVKHG�KDQGV��DQG�ZH�GLVLQIHFWHG�WR\V��%XW�MXVW�EHIRUH�
7KDQNVJLYLQJ��KH�VWDUWHG�WR�JHW�LOO���

2XU�ER\��ZKR�KDG�EHHQ�DOPRVW�WRWDOO\�ZHDQHG�Rႇ�RI�R[\JHQ��QHHG-
LQJ�MXVW������RI�D�OLWHU�SHU�PLQXWH��QRZ�QHHGHG�IRXU�OLWHUV�SHU�PLQ-
XWH���$�YLVLW�WR�WKH�GRFWRU�FRQ¿UPHG�KH�KDG�569��0\�KHDUW�VDQN��
I knew how serious it was for any toddler, let alone one with De-
VNLQ¶V�KHDOWK�KLVWRU\��

+H�ZDV�DGPLWWHG�WR�WKH�KRVSLWDO�� �7KH�GRFWRU�ZDQWHG�WR�SXW�'H-
VNLQ�EDFN�RQ�D�YHQWLODWRU��VRPHWKLQJ�P\�KXVEDQG�DQG�,� UHVLVWHG�
EHFDXVH�ZH�NQHZ�'HVNLQ�GLGQ¶W� OLNH� WKH�PDFKLQH�� �:H� UHOHQWHG�
NQRZLQJ�LW�ZDV�ZKDW�KH�QHHGHG��:KHQ�'HVNLQ�GLGQ¶W�¿JKW�WKH�YHQ-
WLODWRU��,�ZDV�WHUUL¿HG��,W�VXGGHQO\�KLW�PH�KRZ�YHU\�VLFN�DQG�KHOSOHVV�
he was, how precarious our situation had become.

6RRQ��GLDJQRVHV�RI�SQHXPRQLD�DQG�UKLQRYLUXV�IROORZHG���'HVNLQ¶V�
IHYHU� VSLNHG��)RU� QLQH�GD\V��ZH�ZDWFKHG�RXU� VRQ�JHW� QHEXOL]HU�
WUHDWPHQWV��PXOWLSOH�FKHVW�[�UD\V��URXQGV�RI�VWHURLGV���:H�KHOSHG�
hold him down for procedures and comforted him as he had reac-
tions to new medicines. One made his eyes red and swollen shut.  

It was all scary for my husband and me, traumatizing for Deskin.  
$QG�LW�ZDV�FHUWDLQO\�QRW�KRZ�RXU�IDPLO\�ZDQWHG�WR�VSHQG�&KULVW-
mas.

:KHQ� KH�ZDV� ¿QDOO\� UHOHDVHG�� RXU� KRPH�ZDV� RQFH� DJDLQ� ¿OOHG�
ZLWK�PHGLFDO�HTXLSPHQW�DQG�VXSSOLHV�ZH¶G�JRWWHQ�ULG�RI�ORQJ�DJR���
7KHUH�ZDV�DQ�LQFUHDVH�LQ�RXU�KRPH�QXUVLQJ�VHUYLFHV�WRR�

“Our boy, who had been almost totally 
ZHDQHG�R௺�RI�R[\JHQ��QHHGLQJ�MXVW������
of a liter per minute, now needed four 
liters per minute.  A visit to the doctor 
FRQ¿UPHG�KH�KDG�569��”
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“Despite all we went through, I consider us 
lucky.  I know other parents whose stories 
have a much sadder ending – all because 
their insurers, like ours, were too rigid to 
make an exception and cover a treatment 
that could have saved their children’s lives.”

,�ZDV�VR�WKDQNIXO�'HVNLQ�VXUYLYHG���%XW�DPLG�P\�MR\�ZDV�IUXVWUD-
tion. All of the heartache and hundreds of thousands of dollars 
RI�PHGLFDO�H[SHQVHV�FRXOG�KDYH�EHHQ�SUHYHQWHG���2XU�LQVXUDQFH�
FRPSDQ\¶V�XQZLOOLQJQHVV�WR�SURYLGH�D�FULWLFDO�WUHDWPHQW�ZRXQG�XS�
FRVWLQJ�LW�±�FRVWLQJ�DOO�RI�XV�±�PXFK��PXFK�PRUH�

Insurance guidelines built on generalities hurt children like De-
VNLQ���7XUQLQJ�WKUHH�GLGQ¶W�PDNH�'HVNLQ¶V�VWLOO�IUDJLOH�OXQJV�PDJL-
cally strong enough to withstand RSV.  The special health circum-
VWDQFH�RI�NLGV�OLNH�KLP��ZKR�UHPDLQ�PHGLFDOO\�IUDJLOH�HYHQ�DV�WKH\�
grow older and slowly stronger, who still use a tracheostomy tube, 
ZKR�VWLOO�UHTXLUH�VRPH�R[\JHQ��VKRXOG�EH�FRQVLGHUHG�

Despite all we went through, I consider us lucky.  I know other par-
HQWV�ZKRVH�VWRULHV�KDYH�D�PXFK�VDGGHU�HQGLQJ�±�DOO�EHFDXVH�WKHLU�
LQVXUHUV��OLNH�RXUV��ZHUH�WRR�ULJLG�WR�PDNH�DQ�H[FHSWLRQ�DQG�FRYHU�
D�WUHDWPHQW�WKDW�FRXOG�KDYH�VDYHG�WKHLU�FKLOGUHQ¶V�OLYHV���

,�XQGHUVWDQG�WKDW�LQVXUHUV�FDQ¶W�KDQG�RXW�FRVWO\�PHGLFLQHV�LQGLV-
FULPLQDWHO\�� �%XW� QHLWKHU� VKRXOG� WKH\� FOLQJ� WR� JHQHULF� JXLGHOLQHV�
ZKHQ�D�SDWLHQW¶V�XQLTXH�FLUFXPVWDQFHV�UHTXLUH�D�GLႇHUHQW�FRXUVH�
RI�FDUH���,Q�WKH�HQG��KHDOWK�FDUH�WKDW�DFNQRZOHGJHV�HDFK�FKLOG¶V�
needs is the economical thing, the right thing, and the human 
thing to do.

Disclosures: The author does not have any relevant disclosures.

NT

NEONATOLOGY TODAY is interested in publishing manuscripts from Neonatologists, 
Fellows, NNPs and those involved in caring for neonates on case studies, research results, 

hospital news, meeting announcements, and other pertinent topics. 
Please submit your manuscript to: /RPD/LQGD3XEOLVKLQJ&RPSDQ\#JPDLO�FRP

National Coalition for Infant Health Values (SANE)

Safety.�3UHPDWXUH�LQIDQWV�DUH�ERUQ�YXOQHUDEOH��3URGXFWV��WUHDW-
ments and related public policies should prioritize these fragile 
LQIDQWV¶�VDIHW\��

Access�� %XGJHW�GULYHQ� KHDOWK� FDUH� SROLFLHV� VKRXOG� QRW� SUH-
FOXGH�SUHPDWXUH� LQIDQWV¶�DFFHVV� WR�SUHYHQWDWLYH�RU�QHFHVVDU\�
therapies.

Nutrition. 3URSHU�QXWULWLRQ�DQG�IXOO�DFFHVV�WR�KHDOWK�FDUH�NHHS�
SUHPDWXUH�LQIDQWV�KHDOWK\�DIWHU�GLVFKDUJH�IURP�WKH�1,&8��

Equality.�3UHPDWXULW\�DQG�UHODWHG�YXOQHUDELOLWLHV�GLVSURSRUWLRQ-
DWHO\�LPSDFW�PLQRULW\�DQG�HFRQRPLFDOO\�GLVDGYDQWDJHG�IDPLOLHV��
Restrictions on care and treatment should not worsen inherent 
disparities. 
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