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Dr. Parents of premature babies face enough challenges.  Trying 
to access medication that could keep their baby safe from respira-
tory syncytial virus, a potentially deadly disease, shouldn’t be one 
of them.  But new national data shows that’s the case.
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The National Coalition for Infant 

Health advocates for:

A collaborative of professional, clinical, 
community health, and family support 
organizations improving the lives of 

premature infants and their families through 
education and advocacy. 

www.infanthealth.org 

Access to an exclusive human milk 

diet for premature infants

Increased emotional support resources 

for parents and caregivers suffering 
from PTSD/PPD

Access to RSV preventive treatment for 
all premature infants as indicated on the 
FDA label

Clear, science-based nutrition guidelines 

for pregnant and breastfeeding mothers

Safe, accurate medical devices and 
products designed for the special 
needs of NICU patients

7KH� 1DWLRQDO� &RDOLWLRQ� IRU� ,QIDQW� +HDOWK� LV� D� FROODERUDWLYH� RI�
PRUH� WKDQ� ���� SURIHVVLRQDO�� FOLQLFDO�� FRPPXQLW\� KHDOWK�� DQG�
IDPLO\�VXSSRUW�RUJDQL]DWLRQV�IRFXVHG�RQ�LPSURYLQJ�WKH�OLYHV�RI�
SUHPDWXUH�LQIDQWV�WKURXJK�DJH�WZR�DQG�WKHLU�IDPLOLHV��1&I,+¶V�
PLVVLRQ� LV� WR� SURPRWH� OLIHORQJ� FOLQLFDO�� KHDOWK�� HGXFDWLRQ�� DQG�
VXSSRUWLYH�VHUYLFHV�QHHGHG�E\�SUHPDWXUH�LQIDQWV�DQG�WKHLU�IDP-
LOLHV��1&I,+�SULRULWL]HV�VDIHW\�RI�WKLV�YXOQHUDEOH�SRSXODWLRQ�DQG�
DFFHVV�WR�DSSURYHG�WKHUDSLHV�

3HHU�5HYLHZHG

A recently released Institute for Patient Access report card exam-
ines insurance claims for palivizumab, the preventive treatment 
that protects premature infants from RSV.  The report card sum-
marizes claims from January through December 2019, including 
data from both commercial plans and Medicaid. 

• Key Findings

• “Gap” Babies

Premature infants born between 29 and 36 weeks gestation are 
subject to high rates of denial.     

• 40% denied by commercial plans

• 25% denied by Medicaid

These infants are sometimes called “gap” babies because they fall 
into an insurance coverage gap.  They have a higher gestational 
age than severely premature infants, who are generally covered 
by insurance policies, and a lower gestational age than term ba-
bies, who may not need palivizumab.  

Health plans regularly deny coverage for preventive RSV treat-
ment for infants born 29-36 weeks gestation based on 2014 clini-
cal guidelines suggesting that only severely premature infants 
QHHGHG�SURWHFWLRQ���7KLV�UHFRPPHQGDWLRQ�KDV�WKH�HႇHFW�RI�NHHS-
ing babies from getting the preventive treatment their health care 
providers have prescribed.
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“Those faced with the challenge of 
bringing home a preemie or at-risk 
infant have enough on their mind. They 
VKRXOGQ¶W�KDYH�WR�¿JKW�WKHLU�LQVXUDQFH�
company for a medication that can 
protect their baby from complications of 
infectious disease.”
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Even one in four high-risk babies typically covered by insurance 
policies is going without the preventive RSV treatment their health 
care provider prescribed.

• 25% denied by commercial plans

• 14% denied by Medicaid

These “in-guidance” babies are severely premature babies born be-
fore 29 weeks gestation, babies born before 32 weeks gestation with 
chronic lung disease, and babies born with congenital heart disease.

5HDFWLRQV

The rejection of prescriptions for at risk infants concerns infant 
health providers.  Just ask National Coalition for Infant Health 
Medical Director Mitchell Goldstein, MD.

“Now more than ever, we’re aware of the importance of prevent-
ing infectious disease,” Dr. Goldstein said.  “Those faced with 
the challenge of bringing home a preemie or at-risk infant have 
HQRXJK�RQ�WKHLU�PLQG��7KH\�VKRXOGQ¶W�KDYH�WR�¿JKW�WKHLU�LQVXUDQFH�
company for a medication that can protect their baby from compli-
cations of infectious disease.”

Suzanne Staebler, DNP, noted that the issue is not a new one.  
³7KLV�GDWD�FRQ¿UPV�ZKDW�ZH¶YH�EHHQ�VHHLQJ�IRU�\HDUV�´�6WDHEOHU�
explained, “that misguided policies are putting fragile babies at 
unnecessary risk.  Clinicians prescribe this preventive treatment 
to vulnerable infants because they need it.”

3UHYHQWLQJ�569

While most children get RSV before the age of two, the virus can 
be deadly for premature infants with underdeveloped lungs and 
immature immune systems.  RSV is the leading cause of hospital-
ization for children under age one.  

Palivizumab is FDA approved for all premature infants, all infants 
with congenital heart disease and infants born before 32 weeks 
with chronic lung disease.  The preventive medication reduces 
RSV infections and decreases hospitalizations by 55%.
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Perspective
Disparities in access stem from 2014 guidelines from the American Academy of Pediatrics 

Committee on Infectious Disease, which recommend limiting the medication to only severely 

premature infants. Since the implementation of these guidelines, studies have shown an 

increase in hospitalizations related to RSV.3

7KH�GDWD�SURYLGHG�LQ�WKLV�UHSRUW�FDUG�FRQßUPV�WKDW�WKH�JXLGHOLQHV�KDYH�FUHDWHG�VXEVWDQWLDO�

barriers for vulnerable infants whose health care providers prescribe preventive RSV therapy.

Preventing RSV
3DOLYL]XPDE�UHGXFHV�569�LQIHFWLRQV�DQG�GHFUHDVHV�KRVSLWDOL]DWLRQV�E\�����2 But many 

private and government health plans regularly deny infants access to the medication even 

though it is FDA approved for all premature infants born before 36 weeks and all infants with 

congenital heart disease and babies born before 32 weeks with chronic lung disease.

Insurers often cover preventive treatment only for the most premature, those born before 

29 weeks gestation. That means a majority of premature infants, those born between 29 and 

36 weeks gestation, are left unprotected. These preterm infants are called “gap” babies due 

to the insurance coverage gap they fall into.
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