KANSAS NEWBORN SCREENING QUARTERLY NEWSLETTER
| December 2011

Kansas Department of Health and Environment
1000 SW Jackson St.
Topeka, KS 66612

Effective January 1, 2012 there will be a change to the Kansas Neonatal Screening Reports
for specimens collected before 24 hours of age. Results for Congenital Adrenal
Hyperplasia (CAH), Congenital Hypothyroidism (CH), and Cystic Fibrosis-
Immunoreactive Trypsinogen (CF-IRT) are not reliable on specimens collected before 24
hours of age. The report will read INVALID RESULT for these disorders, and will no
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Please contact the NBS Laboratory at 785-296-1650 if you have questions.
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NEW LINK WITH VITAL RECORDS
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¢ Have correct and complete information in the Neona-g Facility Name Facility Total BSC

: ] ] : Total Unsat % | Unsat %
tal Lab information system :

; : |[SALINA REG HEALTH CENTER 294 0.0 0.0

¢ Eliminate demographic errors on the blood spot card HAYS MEDICAL CENTER 175 0.0 0.0

i & Verify that each infant had a newborn screen collected : NEWTON MEDICAL CENTER 112 0.0 0.0

; : INEOSHO MEMORIAL HOSPITAL 105 0.0 0.0

¢ Serve as a cross check for Vital to ensure sure all birth WILLIAM NEWTON MEM HOSP 70 0.0 0.0

: records have been received (in their system) PROVIDENCE MEDICAL CENTER 248 0.4 0.0
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: : |SAINT JOSEPH MEDICAL CTR 624 1.1 0.8
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: Linda Williams at Iwilliams@kdheks.gov or 785-296-3617.  :
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! future newsletters, so stayed tuned! : [KANSAS UNIV MED CTR 503 2.0 0.4
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The Association of Public Health Laboratories (APHL) held the 2011 Newborn Screening and Genetic Testing Symposium from November
7—10. Three NBS staff members, Linda Williams, Colleen Peterson, and Jungian (June) Carroll attended. Ms. Carroll was the first author on

a poster entitled “Kansas Experience with Neonatal and Maternal Carnitine Deficiency”. Co-authors were Peterson and Stacey Sandstrom.

The poster examined fifty-eight newborns reported with carnitine deficiency in Kansas
from January 2009 to May 201 1. Out of those fifty-eight abnormal screens, four newborns
were diagnosed with carnitine uptake deficiency (CUD) and 3 newborns had secondary
carnitine deficiency associated with 3MCC or MCAD. One case of maternal carnitine defi-
ciency was identified. The poster discussed the tandem mass spectrometry (MS/MS) cut-off ||
value for free carnitine (CO) to identify CUD and the results of these positive cases, includ- .

ing the previously unidentified carnitine deficiency in a mother.

Congratulations to June, Colleen and Stacey for presenting this poster at a national venue!

Above: June Carroll with her poster.

{F At a Glance—3rd Quarter (July—September)
Ho, Ho, Ho... Hemoglobin Total # of Samples Tested: 11,550
The Kansas Newborn Screening laboratory screens infants for

. . Total Unsatisfactory Samples: 398
the presence and levels of hemoglobin (Hgb) protein types A,
A2, S, C, D, E F, G, and Bart’s. The presence, absence or lev- || Average Percent Unsatisfactory Samples: 3.4 percent
els of these Hgb proteins can serve as indicators of hemoglobi- Total Unsatisfactory Blood Spots: 226
nopathies such as sickle cell disease, O-thalassemia and f3-
thalassemia. Hgb proteins detected other than those screened || Average Percent Unsatisfactory Blood Spots: 2.0 percent
for by the lab are categorized as hemoglobin V (variant) and Goal for Unsatisfactory Blood Spots: 2.0 percent

are reported as abnormal hemoglobin types. The expected

Hgb type for a newborn infant is FA (high amounts of Fetal
Hgb present and low levels of Adult Hgb present). As the in- Hemoglobin Gel Results
fant ages, levels of Hgb A rise, while the levels of Hgb F de-

crease.
ABNORMAL HGB: FA BART'S
The Newborn Screening laboratory identifies the presence of

aberrant Hgb types using a technique called isoelectric focusing NORMAL INFANT HGB:  FA

(IEF). IEF uses both electric current and pH to cause charged

particles (i.e. Hgb proteins) to migrate to a specific location on ABNORMALHGE:  FASA2

a gel. First, reagents are added to the dried blood spot to re-

lease the Hgb proteins. The mixture is then applied to an aga-
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rose gel. Current is applied and the Hgb proteins migrate ,
BANDS: Bart's AF 5 AZ

across the gel to their pH neutral location (isoelectric point).

This creates a banding pattern, which allows the technician to

Above: C h lobi ith bandi tt
identify individual Hgb proteins and their relative abundance. ove: Common hemoglobin types wi anding patterns
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e e 0 | FY201 1 ANNUAL REPORT | Ko CONTACT US!

The FY201 1 NBS Annual Report is available on-line at: .
| & LABORATORY: 1-785-296-1650 (Phone)

kdheks.gov/newborn_screening . 1-758-296-0978 (Fax )

The report contains a parent’s story, program information, an- . FOLLOW-UP: 1-785-291-3363(Phone)
nual data for samples, diagnosed infants and much more. Be sure I 1-785-296-2950 (Fax )
and share this valuable report with your stakeholders and stafff  © & ORDER CARDS: 1-785-296-1623 (Phone)

| 1-785-296-1641 (Fax )




