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All pictures included in “When Your Baby is in the Hospital NICU” feature infants and toddlers
who have Prader-Willi syndrome.
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Dedicated to all families living with Prader-Willi syndrome.



Your Baby Has Just Been Diagnosed with
Prader-Willi Syndrome....Now What?
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* Be a partner in the care of your baby. Prader-Willi syndrome is a rare genetic disorder and
as a result, many physicians have very limited experience with its treatment. Being able to
provide some of the most recent literature to your child's physicians may be much
appreciated. Your physicians are also encouraged to contact PWSA (USA) with any

questions or to request information.




While Your Baby is in the Hospital NICU

Is my child’s blood sugar being monitored and treated?

In the recent study, "Hypoglycemia in Prader-Willi Syndrome," researchers noted that "the data raises
concern that infants with PWS are predisposed to hypoglycemia from birth, a new finding."
Hypoglycemia or a low blood sugar level is associated with brain developmental delays. Receiving
inadequate oral feedings may contribute to hypoglycemia. (“Hypoglycemia in Prader-Willi Syndrome,”
Rena A. Harrington, David A. Weinstein, and Jennifer L. Miller; Pediatrics, University of Florida,
Gainesville, FL).
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during, and after all feedings. If you are staying overnight at the hospital with your baby, nighttime is a
great time to get long stretches of uninterrupted time with your baby. But also, make sure you are
getting the rest you need as well. Ask for help from your baby's nurse to facilitate skin to skin contact
with your baby as much possible throughout your hospital stay.




Are my baby’s feeding issues being addressed?

The initial phase of PWS is characterized by failure to thrive (failure to adequately gain weight and
grow). During this time it is important your baby receives the necessary nutrition for growth and brain
development. Your baby's healthcare team will develop feeding and follow up plans prior to discharge
from the NICU. You will also receive an Infant and Nutrition Booklet from PWSA (USA). If the nurses
in the NICU also want that information, the contents can be emailed on request.

* A Registered Pediatric Dietician should be addressing your baby's nutritional needs in the
NICU. They will monitor your baby's weight gain and growth, assess what your baby is eating,
and make recommendations regarding feeding fortification to assure your baby's body gets
what it needs. If your baby is not able to get enough nutrition orally, as is common in babies
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Some infants with significant silent aspiration or severe reflux may warrant specialized consultation
with a pediatric gastroenterologist with consideration of placement of a g-tube and in rare cases
surgical procedure to address severe reflux.

Gl For additional information on reflux management, go to
the NASPGHAN public website: www.gikids.org.



Have the appropriate specialists been contacted to evaluate my baby in the hospital?
Your baby is likely being followed by the NICU team of doctors, who are specially trained pediatric
physicians. Your baby has probably also been seen by a geneticist if you already have a PWS
diagnosis. This is a doctor who specializes in diagnosing genetic disorders. If you have not already
done so, it is important for you to follow up and see a medical geneticists and/or a genetic counselor
to discuss the sub-type of PWS plus the expected course and management of the syndrome.

It is important that you educate yourself on growth hormone therapy (GHT) for PWS. You may want
to consider a consultation with a pediatric endocrinologist while they are in the NICU, or arranging
an appointment for after discharge, preferably with an endocrinologist that has experience in treating
children with PWS. The FDA approval for growth hormone therapy in the US is specifically for poor
growth, but studies have found other benefits from GH treatment in infants with PWS, such as
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Your baby's discharge from the hospital will require planning and coordination of resources. The
hospital based social worker should be able to streamline this process for you. Be sure to ask for help
with any of your concerns for your baby's care at home.



Has my baby been checked for strabismus (cross eyedness) or have plans been made
to evaluate for this after discharge?

Strabismus (cross eyedness) is a fairly common finding in children with PWS and will need to be
assessed and treated by an ophthalmologist. It is appropriate to wait and schedule this appointment
after hospital discharge. Typically, babies do not develop conjugate gaze until the first few months of
life so cannot be evaluated for strabismus until then. Recommendations from the American Academy
of Pediatrics (Clinical Report — Health Supervision for Children with Prader-Willi Syndrome, Pediatrics
Jan 2011 127(1):195-204) are to screen for strabismus during well baby visits in the first year of life
and refer to a pediatric ophthalmologist if strabismus is detected or suspected.

Should my baby get the Synagls vaccination for RSV (Resplratory Syncytlal V|rus)'?
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As they say on the alrplane “Pyt your oxygen mask on first before helping others.” Good physical and
mental health of the parents is central to the long-term care of their baby. This means ample sleep
and regular meals for mom and dad, as much as this is possible with a newborn. Communicate to
others what they can do to help you. Also know that you are not alone, PWSA (USA) is here to help
and to connect you with other families who truly understand.




The pictures above feature Nick Joncas who has PWS. Many thanks to Nick’s parents, Colette and Eric Joncas,
the primary authors of When Your Baby is in the Hospital NICU.
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This publication was provided to you by the Prader-Willi Syndrome Association (USA). If you are
interested in making a contribution toward the cost of programs, services, and publications offered by
PWSA (USA), please consider a donation by visiting www.pwsausa.org.
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