Guidelines for Infants with VLCADD
1) Continue breastfeeding or formula feeding at regular intervals.
2) Avoid prolonged periods of fasting (not over 1/2 hour per pound of baby’s body weight up to 8 hours in the first year of life).  At this time, the baby must be fed every _______ hours. 
8 pounds = 4 hours


13 pounds = 6.5 hours

9 pounds = 4.5 hours

14 pounds = 7 hours

10 pounds = 5 hours

15 pounds = 7.5 hours

11 pounds = 5.5 hours

16 pounds+ = 8 hours

12 pounds = 6 hours

3) If breastfeeding, be sure to have frozen breast milk or a back up supply of infant formula* at the house, along with a bottle from which to feed.  This precaution is in case the mother’s milk supply is occasionally low, or if the mother is not available for a feeding.  The back up supply will ensure that the infant does not fast in these situations.

4) If formula feeding, be sure to have a back up supply of infant formula* available in case of unforeseen circumstances where the normal supply is not available. 

5) *Choose an infant formula with a high percentage of fat from medium chain triglycerides (MCT oil), including Pregestimil Lipil, Similac Expert Care Alimentum, Elecare, Enfaport, and Enfamil Premature Lipil. 

6) We have provided the family an emergency letter; this is also in the electronic medical record of all IHC-affiliated hospitals. 

7) We recommend that the infant be given fever-reducers around the times of his/her immunizations. Use Tylenol just prior to immunizations and throughout the 24 hours following the immunizations for infants under 4 months of age.  For infants older than 4 months of age, give ibuprofen (Children’s Motrin) just prior to the immunizations and 48 hours following the immunizations.  Tylenol (acetaminophen) is given at 15 mg/kg per dose every 6 hours; ibuprofen is given at 10 mg/kg per dose every 8 hours. 

8) Carnitine ____ ml, by mouth, _____ times per day.

9) For additional information for parents and health care providers, please visit Medical Home Portal at www.medicalhomeportal.org/newborn/vlcadd.
Please call the Metabolic Clinic office at (xxx) xxx-xxxx if you have any questions.
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