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Emergency Response: Hurricane
Katrina

CDC assisted Louisiana’s Department of Health and
Hospitals/Office of Public Health in conducting a
rapid assessment to determine the extent of newborn
screening disruption in August and September, 2005.

¢ Immediate impact:

Dissemination of new instructions to ensure optimal
screening procedures

Prompting of hospital staffs to check log books for
missing screening results

|dentification of approximately 1200 infants in 53
hospitals with missing results, to be contacted for
retesting



DescriB_tive Epidemiology of Missed or
Delayed Diagnoses for Conditions Detected
by Newborn Screening (Henderson et al.)

Objective: To determine the number, reasons why and health
outcomes for children with delayed or missed diagnoses

Time Period: 1984-2004

Methods: Survey of state NBS lab and follow-up personnel,
metabolic clinics and affected families through parent advocacy
groups
o ldentify reasons for miss/delay: specimen collection, specimen
transportation, screening lab procedure, health provider
practices, follow-up and biologic variants

o Examine procedures and actions taken by state programs to
identify such cases/ corrective actions to minimize recurrences

Encourage routine sharing of such information; Identify procedures
for routine surveillance of missed cases



Examining the Prevalence of SCID among

Dl)eaths In Children <18 mths in CA (Vogt, et
a

CDC and the California State Department of Health
Services will analyze 4000 newborn dried blood spots
(DBS) using the TREC assay developed for newborn
screening by Dr. Jennifer Puck at NIH.

o 3500 children who died <18 months of age
+ 500 control children

Laboratory analysis will repeated in Dr. Puck’s lab for
DBS that appear deficient in TREC.

Information from death certificates will be used to
determine whether the cause of death was consistent with
SCID.

The results from this mortality cohort could reveal the
extent to which SCID is an underlying cause of death in
Infants and very young children.



EHDI -- 91.7% Newborns Screened in 2004
n=3470,348 (48 respondents)

'
ND 96%
OR 92%

VT 95%
NH 94%
0 NY Y
ID 92% SD 94% LR . 95% MA 99%
WY 98% 94% ORI 100%
PA 96% CT 100%
NV
96% IL N v _ NJ98%
UT 97% 97%  98% WV DE 97%
CO 97% 07% YA "“Mb ss%
KS 98% MO KY 96% 98%
98% P DC 98%
OK 94% '
NM 92% oy SC 98%
. ng% GA 98%
99%
TX 98% 96%
FL
98%
>90% HP 2010 28-11 Target
>65% HP 2010 28-11 Baseline
HI 99%

_ GM
83%

<65%
Not Reported



EHDI -- 48.0% Audiological Evaluation In 2004
n=24571 (48 respondents
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EHDI -- 69.9% Intervention by 6 months (2004)
n = 1,266 (37 respondents)
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Public Health Practice In
Laboratory Genetics

Current practices associated with DNA-based testing in Newborn
Screening Programs within State Public Health Laboratories

¢ CDC in collaboration with the Wadsworth Center, New York Department of
Health, the Association of Public Health Laboratories, and Mt. Sinai
School of Medicine to develop a survey to assess the extent to which DNA
testing is used in the reporting of results from newborn screening
programs within State Public Health Laboratories. The results of this
survey will be used to identify gaps in the implementation of DNA-based
testing and useful for identifying efforts to help laboratories that are
integrating DNA-based testing into their services.

DNA-based [molecular] genetic laboratory test reporting to primary care
physicians.

+ We are exploring a model successfully applied in other areas of laboratory
medicine, termed synoptic reporting, to accomplish this. A key part of the
process is to solicit clinician input to the development of the report. A
clinician focus group will be held in association with the AAP meeting later
this year. Model conditions, include CF and Fragile X



Recent publications by CDC staff on newborn screening, June 2006
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