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Effective, July 1, 2008 Kansas Newborn Screening expanded to the following 29 conditions:

Amino Acid Disorders
· Phenylketonuria (PKU)

· Maple Syrup Urine Disease (MSUD)*

· Homocystinuria (HCY)*

· Tyrosinemia Type I (TYR I)*

· Argininosuccinate lyase deficiency (ASA)*

· Citrullinemia (CIT)*

Fatty Acid Disorders*

· Medium chain Acyl-CoA dehydrogenase deficiency (MCAD)

· Very Long chain Acyl-CoA dehydrogenase deficiency (VLCAD)

· Long Chain Hydroxy Acyl-CoA dehydrogenase deficiency (LCHAD)

· Trifunctional protein deficiency (TFP)

· Carnitine uptake defect (CUD)

Organic Acid Disorders*

· Isovaleric Acidemia (IVA)

· Glutaric Aciduria Type I (GA-I)

· 3-hydroxy-3methylglutaryl CoA lyase deficiency (HMG)

· Multiple carboxylase deficiency(MCD)

· Methylmalonic Acidemia/Methylmalonyl-CoA mutase(MUT)

· Methylmalonic Acidemia/Vitamin B12 Disorders (Cbl A,B)

· 3-methylcrotonyl-CoA carboxylase deficiency (3MCC)

· Propionic Acidemia (PROP)

· Beta ketothiolase deficiency (BKT)

Hemoglobinopathies

· Sickle Cell Anemia (SCA)

· Sickle C Disease (HB S/C)

· Sickle Beta Thalassemia (HB S/Th)

Other Disorders
· Hypothyroidism (HYPOTH)

· Biotinidase deficiency (BIO)

· Congenital Adrenal Hyperplasia (CAH)

· Transferase Deficient Galactosemia (GALT)

· Cystic Fibrosis (CF)

· Hearing (HEAR)

* = conditions currently still in pilot phase of testing

Validation and pilot testing of expanded testing

The Kansas Health and Environment Laboratory successfully validated and piloted Biotinidase Deficiency (BIOT), 17-OHP (CAH) and Immunoreactive Trypsinogen (CF).  These were fully implemented on July 1st, 2008.

The MS/MS testing had a slight delay in piloting, and began with testing samples received on or after July 1st, 2008 for the pilot phase.  The pilot program is progressing nicely.  Currently, if KHEL finds an abnormal result on the MS/MS the following occurs:
· Two additional spots are taken from the original blood spot card and re-run in duplicate at KHEL.

· If the repeat testing is still abnormal, the blood spot card is sent to the Missouri Newborn Screening Lab for confirmation.  NOTE:  If the original result is high risk, the sample is expedited to MO for testing prior to KS repeat test.

· KS will request a repeat sample from the child to confirm results.
KHEL hopes to have the pilot program completed by October 2008.

One of the delays in completing the pilot program was that the Kansas laboratory was closed for one week due to environmental issues.  During that time all of the Kansas Newborn Screening samples were sent to PerkinElmer in Pennsylvania.  PerkinElmer tests for all of the MS/MS conditions, in addition to the routine conditions such as hemoglobinopathies, cystic fibrosis, congenital adrenal hyperplasia, congenital hypothyroidism and PKU.  This transition went relatively smooth, considering the scope of sending hundreds of samples to an outside lab for analysis.  The follow-up team has worked closely with the PerkinElmer genetic counselors to ensure that every abnormal result is communicated to the child’s primary care physician.

Advisory Council

The Kansas Newborn Screening Advisory Council has met twice since the last report to the Child Health Advisory Committee.  We have had excellent attendance and participation from our committee members, as well as invited guests.
The last meeting each sub-committee met in person, rather than holding the meetings via phone conference.  The Education Committee had a large group and established specific educational goals for the program to administer.  The concern has been with the high number of unsatisfactory specimens that Kansas receives and the need for repeat testing to be done.  It has been recommended that an education plan be written, to include a person who does on-site training and education for hospitals and collection sites.  In addition, the need for parent and physician education was also cited.
Brochures and Posters
New posters and brochures have been designed and printed.  These reflect the expanded testing, as well as simplified text to ensure that all parents understand why newborn screening is done and what they can expect from KDHE.
Expanded Conditions Seen Since Pilot Studies Began
Since the implementation of the expanded newborn screening, we have identified and confirmed one Biotinidase Deficiency and three Cystic Fibrosis cases.
Educational Exchanges/Opportunities
The follow-up staff traveled to Iowa in May to observe their follow-up program.  This was an extremely informative visit and provided the KS follow-up team with many opportunities for improvement.  This trip was funded by the Heartland Genetics Consortium.

Colleen Peterson, from the laboratory, attended a Cystic Fibrosis workshop last week in Madison, WI.  This training was funded by APHL.
Colleen Peterson, Linda Williams and Jamey Kendall will be attending the annual Heartland Genetics meeting in Sioux Falls, SD September 11th-12th.  This is funded by Heartland Genetics.

Colleen Peterson, Stacy Sandstrom and Linda Williams will be attending the national meeting for Newborn Screening sponsored by APHL.  This is a four day meeting in San Antonio, TX in November.

Practitioners’ Manual
The Practitioners’ Manual is in the process of being updated to include all of the expanded conditions.  The manual is complete for the conditions that are no longer in pilot and sections were approved at the last Advisory Council meeting.  This will be posted on the website when completed.

Website
New information has been added to the KDHE Newborn Screening website.  This includes new tables listing the various conditions which have links to resources for both parents and practitioners.  The website address is http://www.kdheks.gov/newborn_screening/index.html. 
