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Clinical Responsibility of the LHD in the Newborn Screening Program
1. Collecting or verifying the Newborn Metabolic Screen

a. For infants receiving well child/EPSDT services at the LHD, the LHD should verify and chart the results of the Newborn Screening Test at the first well child visit; if those results have not been received, the LHD should contact the State Newborn Screening Lab at  502-782-7732 or 502-782-7734  to obtain those results and put them in the infant’s chart.
b. Initial Screening should occur at the LHD when an infant has not received the newborn screen as a result of:

· home delivery;
· early hospital discharge (release less than 24 hours); or 
· the parent has been notified that the newborn screen needs to be repeated.
c. If a newborn screening test is drawn at the LHD, it is the LHD’s responsibility to monitor and chart the outcome of the newborn screening test until no further testing is required or the infant has been linked to a university specialist and a local medical home. 

2. Repeat Newborn Metabolic Screenings
a. If the initial Newborn Screening lab is unsatisfactory or abnormal; or, if the repeat lab is unsatisfactory or abnormal a letter requesting repeat test(s) will be generated by the State Lab.  These letters are sent to the infant’s health caregiver/submitter (physician, hospital, primary care provider or LHD).
b.  Repeat at the request of the DPH Follow-up Program:  If a repeat newborn screening test has been requested and not received, the newborn screening follow-up staff will send a letter to the infant’s mother or guardian notifying them of the continued need for repeat testing.  The LHD may need to perform a newborn screen on an infant if a repeat has been requested.  Notification from the State Lab or the Newborn Screening Program shall be presented by the parent at the time of the request.  

c. If repeat testing has been recommended by the State Lab, the LHD should continue to monitor and/or obtain those results during subsequent visits until a normal result is received or a referral has been made to a university specialist for diagnostic evaluation.

d. Repeat newborn screens should not be performed on infants who are six (6) months of age or older. This includes sickle cell testing. The State Lab does not accept filter paper newborn screening specimens on patient over six (6) months of age unless they fall under one or both categories:
· Prematurity

· Adoption
e. For anyone older than six (6) months of age that does not fit the above criteria, the LHD should recommend a laboratory evaluation by a reference laboratory, other than State Lab, for the specific disorder in question.
f. If the State Lab has recommended a repeat newborn screen and the parent/guardian refuses for the repeat to be performed, please have the parent/guardian sign a refusal of treatment form and fax it to the Newborn Screening Follow-up Program at (502) 564-1510.  If you have questions, call the Newborn Screening Follow-up Program at (502) 564-3756 ext 4367.

LHD role in Case Management of Newborn Metabolic Screening

1.   For infants with positive or equivocal diagnoses: 

a. The LHD may be asked to assist in locating the patient. State Newborn Screening Follow-up Program and the Lab refer infants with abnormal results to the primary care provider and the appropriate university specialist who will, in many cases, need to locate the patient/family within hours.  The DPH Newborn Screening staff will contact the LHD if their assistance is necessary.

b. The LHD may be asked to assist in finding a medical home for these children. These children need a primary care provider who can diagnose and treat acute illnesses, be available after hours, and have the capability to admit the child to the hospital if needed.  

2. Coordination of care:

LHD’s may be called upon to assist these families with locating and obtaining specialized metabolic foods and formula for Infants with a positive definitive diagnosis by the specialist of an inborn error of metabolism or genetic condition.  These infants will have a physician order by the specialist for specialized food and formula for treatment that is administered under the direction of a physician.

a. Infants with positive or equivocal tests should be evaluated for WIC eligibility as some specialized metabolic formulas can be obtained through WIC.

b. LHDs may contact the Metabolic Foods and Formula Program at (502) 564-3756 ext 4367 to help arrange special foods and formula for infants per 902 KAR 4:035:
· Who are uninsured;

· Whose coverage of specialized food and formula has been denied by their insurance company; or

· Whose coverage limits have been exceeded.
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