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ARKANSAS GENETIC HEALTH COMMITTEE

NEWBORN SCREENING SUB-COMMITTEE MEETING MINUTES

October 9, 2012
Attendees: Attendees:
Bob West JoAnn Bolick
Jackie Whitfield Alison B. Rose
Leslie Himstedt Patricia Scott
Millie Sanford Diana McDaniel
Tariq Ali Chad Rodgers
Amy Scurlock Jason Ketcher

JoAnn Bolick called the meeting to order and asked for introductions of committee members.

The minutes from the last meeting held on July 10, 2012 were reviewed by committee members. JoAnn
asked for a motion to approve the minutes. A motion was made by Dr. Chad Rodgers to approve the
minutes and seconded by Leslie Himstedt.

Newborn Screening Quarterly Report:
Handouts were given to committee members of the Newborn Screening Quarterly Update for SFY13
Quarter 1. Dr. West reported in the fourth quarter the following:

Congenital Adrenal Hyperplasia- 1 case reported (Likely salt-wasting CAH)

Cystic Fibrosis- 3 cases reported

Biotinidase Deficiency- 5 cases reported (All 5 cases were partial deficiencies)

Amino Acid Disorders- 2 case reported (1 CIT, 1 PKU)

Organic Acidemias- 0 cases reported

Fatty Acid Oxidation Defects- O cases reported

Congenital Hypothyroidism- 5 cases reported

Galactosemia- O cases reported

Hemoglobinopathies- 4 presumed cases reported (3 presumed sickle cell and 1 presumed sickle
B+-thal disease)

VVVVVVYVVYY

Dr. Bob West reported that the recent confirmed case of CAH had a negative steroid profile (2™ tier
test) of less than 2.5(cut-off value) and a very high 17 OHP (first tier -newborn screen). He said that
since we started screening for CAH, July 1, 2008, there had been a total of 4 confirmed cases (including
this one) of CAH that had negative steroid profiles. Two of the other confirmed CAH cases had steroid
profiles of 2.0 and 1.7 which typically they do not see. Dr. West stated that we mostly see second tier
results (steroid profile) of usually less than 1.0. Because this has happened on four occasions, Dr. West
spoke with Dr. Bradley Schaefer and Dr. Kathryn Thrailkill about lowering the steroid profile cut-off for
CAH, and counting more on the 17 OHP. Dr. West mentioned the blood spot of the last case will be sent
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to Mayo to see what results they get. Jason Ketcher agreed to follow up with Dr. Schaefer on changing
the steroid profile ratio for CAH.

Dr. West also reported there were five cases of partial biotinidase deficiencies. Dr. Stephen Kahler will
begin following and treating the five partial cases. The two amino acid disorders (1 CIT) & (1 PKU)
confirmed cases will be followed by Dr. Kahler as well.

Update on SCID Screening:
Leslie Himstedt reported there were no updates at this time. Perkin ElImer is scheduled to have the SCID
screening kit ready and FDA approved by the end of 2013.

Specimen Transport Service Update:

Dr. Patricia Scott reported the specimen transport is slowly improving, but steady. Dr. West, Dr.
Schaefer, and Dr. Scott continue make site visits to the larger birthing hospitals. They have visited three
birthing hospitals thus far, and have one last site visit to Willow Creek Women’s Hospital in NW
Arkansas.

Update of CCHD Screening:

Diana McDaniel reported she has taken on a new position, which is physician contract & recruitment for
the executive team of Arkansas Children’s Hospital. Diana introduced her replacement, Alison Rose.
Diana is working with Alison to transition her into her new role.

Diana reported the ACH CCHD video is an educational tool for hospital staff. The video begins with an
introduction given by Dr. Bornemeier and then transitions into the different scenarios of CCHD
screening. The video then ends with Dr. O’Connor s giving a brief outlook on pediatric cardiology, along
with giving the hospitals resources to get started in the screening for CCHD. The video will be linked to
the Arkansas Children’s Hospital website once it has been completed. The release date for the video is
December 1, 2012.

The Arkansas Birthing Facility Survey was sent via email to 46 birthing hospitals and 2 in Texarkana,
Texas on April 30, 2012, which consisted of ten questions regarding CCHD Newborn Screening. As of
July 13, 2012, 29 birthing facilities responded to the survey. Please refer to the attached survey
summary results for more details.

Dr. Patricia Scott attended a CCHD workshop on September 6, 2012. Topics discussed at the workshop
were CCHD protocols, long term follow up, and coordinating educational efforts for hospital staff. HRSA
CCHD demonstration grants were awarded to Virginia, Wisconsin, Michigan, New Jersey, Utah, and the
New England Collaborative. These states reported their plans and progress to date and some are piloting
CCHD screening and others are developing state-wide infrastructure with the funds.

Dr. Bob West reported the Arkansas Department of Health is still moving forward with plans to revise
the current newborn screening law to broaden the Board of Health’s authority to add additional
disorders such as CAH & SCID. There is a backup plan for a bill specific for CCHD in case of opposition to
broadening authority of the Board of Health.
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New Business:

Jo Ann Bolick revisited discussions on the development of Positive Reinforcement Program for Hospitals
and nursery personnel training. A few suggestions by committee members included: a NBS newsletter
to all nurseries; updating the webpage; and awarding a certificate of improvement when hospitals
improve specimen delivery times and blood spot form completion and decrease sample rejections. Dr.
Scurlock suggested that there could be “guest writers” for special topics in a NBS newsletter and offered
to write something about SCID. The group agreed that was a good idea. It was the committee’s
consensus to table the topic at this time and proceed with further discussion at the next meeting.

The Heartland Annual Conference was held on October 3-5, 2012 in St. Louis, Missouri. Committee
members in attendance were: Jo Ann Bolick, Dr. Patricia Scott, Leslie Himstedt, and Jason Ketcher. Key
topics included CCHD, Cystic Fibrosis, Lysosomal Storage Diseases, and dried blood spot storage.

Jo Ann Bolick presented the committee with the ANGELS Newborn Screening 2010-2011 Annual Report
and gave a brief overview of the report.

Next Scheduled Meeting Date:
JoAnn announced the next scheduled meeting would be January 8, 2013 at 3:00pm Freeway Medical
Building, 9" Floor Room 902. Please email Paula Jackson with any items to be placed on the agenda.

The meeting was adjourned at 4:30pm



