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ARKANSAS	GENETIC	HEALTH	COMMITTEE	
	

NEWBORN	SCREENING	SUB‐COMMITTEE	MEETING	MINUTES	
	

April	10,	2012	
Attendees:	
Holly	Bante	
JoAnn	Bolick	
Leslie	Himstedt	
Terrence	R.	Love	
Diane	McDaniel	
Angela	Mull	
Chad	Rodgers	 	 	
Patricia	Scott	
Bob	West	 	 	 	 	 	 	
Jackie	Whitfield	
	
	
JoAnn	Bolick	called	the	meeting	to	order	at	3:00.		The	minutes	from	the	last	meeting	held	on	
January	10,	2012	were	reviewed	by	committee	members.		JoAnn	asked	for	a	motion	to	approve	the	
minutes.		A	motion	was	made	by	to	Terrence	Love	to	approve	the	minutes	and	seconded	by	Diana	
McDaniel.	
	
Critical	Congenital	Heart	Disease	Screening	(CCHD)	Update:	
Diana	McDaniel	from	Arkansas	Children’s	Hospital	discussed	the	ACH	CCHD	Infrastructure	Grant	
application	submitted	to	HRSA.	As	part	of	the	state	needs	assessment,	a	survey	was	recently	sent	to	
all	AR	birthing	hospitals.	Nineteen	hospitals	have	responded	so	far	with	suggestions	and	needs	
which	consist	of	need	for	educational	materials,	written	information	for	patients	and	their	families,	
consultation	about	setting	up	a	CCHD	program,	and	Pulse	Ox	machines.		Five	of	the	respondents	
have	already	begun	screening	for	CCHD.	
Grant	award	announcements	are	expected	early	this	summer	and	Diana	will	keep	the	Sub‐	
Committee	updated	on	the	award	status.	
	
Jo	Ann	reported	that	the	Heartland	Genetic	Collaborative	will	be	providing	a	consultant,	Elizabeth	
Bradshaw	from	Children’s	National	Medical	Center,	to	provide	CCHD	technical	assistance	to	states.		
	
Newborn	Screening	Quarterly	Report:	
Handouts	were	given	to	committee	members	of	the	Newborn	Screening	Quarterly	Update	for	SFY12	
Quarter	3.		Dr.	West	reported	in	the	third	quarter	the	following:	
	
 Congenital	Adrenal	Hyperplasia‐	0	case	reported	
 Cystic	Fibrosis‐	2	cases	reported	
 Biotinidase	Deficiency‐	1	case	reported	
 Amino	Acid	Disorders‐	4	cases	reported		
 Organic	Acidemias‐	0	cases	reported	
 Fatty	Acid	Oxidation	Defects‐	3	cases	reported		
 Congenital	Hypothyroidism‐	5	cases	reported	
 Galactosemia‐	0	cases	reported	
 Hemoglobinopathies‐	6	cases	reported	
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Update	on	SCID	Screening:	
Leslie	Himstedt	reported	she	spoke	with	Linda	Carter	from	Perkin	Elmer.		The	fluorometric	lab	
method	being	developed	by	Perkin	Elmer	has	been	delayed,	but	is	expected	to	be	approved	by	late	
2013.	Dr.	West	reported	that	the	Department	of	Health	would	be	willing	to	carry	forward	an	
amendment	changing	the	Newborn	screening	law	that	would	give	Board	of	Health	the	authority	to	
add	other	conditions.		There	are	no	estimates	of	cost	of	adding	SCID	to	the	AR	panel	at	this	time,	but	
will	be	discussed	over	the	coming	months.	
	
	
NBS	Education	Plan	Update:	
Dr.	Scott	reported	that	the	education	plan	currently	focuses	on	improving	specimen	rejection	rates,	
blood	spot	form	completions,	and	specimen	transport	times	from	the	hospitals	to	the	public	Health	
Lab.		She	reported	that	specimen	rejections	in	Arkansas	have	decreased	from	1.2%	in	2008	to	0.1%	
in	2011.	This	is	largely	due	to	nursing	outreach	efforts	of	Mary	Jean	Gresham.	To	make	further	
improvements,	Mary	Jean	is	supplying	nurseries	with	CLSI	(Clinical	and	Laboratory	Standards	
Institute)	newborn	screening	training	DVDs	and	laminated	posters.	She	is	also	reviewing	with	
nursery	managers,	specific	suggestions	for	improvement.	Drs.	Scott	and	Ali	(Infant	Hearing	
Manager)	have	applied	for	an	ADH	Performance	Improvement	small	grant	to	create	and	
disseminate	a	survey	to	assess	training	needs	and	preferences	of	hospital	nursery	personnel.		
Results	will	inform	our	training	and	outreach	programs.	
	
The	most	recent	draft	newborn	screening	parent	brochures	were	reviewed	by	committee	members	
for	their	feedback.		A	few	suggestions	were	made	for	the	Spanish	version	of	the	brochure	and	
possibly	adding	a	universal	picture.		Dr.	Scott	will	make	the	corrections	and	send	to	ADH	Marketing.	
The	brochures	are	expected	to	be	ready	by	the	end	of	May.	They	will	be	sent	to	all	birthing	
hospitals,	available	to	local	health	units	and	home	visitation	programs,	and	accessible	on	the	NBS	
website.		
	
Specimen	Transport	Service	Update:	
Leslie	Himstedt	stated	the	majority	of	hospitals	are	using	the	courier	service	as	requested.		There	
are	still	hospitals	that	are	sending	the	specimens	via	mail	and	may	be	still	holding	some	specimens	
until	there	is	enough	to	mail	out.	The	greatest	problem	is	some	hospitals	with	a	large	number	of	
births	continue	to	have	about	10%	of	their	samples	arriving	over	7	days	from	collection.		The	nurse	
educator,	Mary	Jean	Gresham,	has	been	visiting	the	hospitals	in	the	state	educating	nursery	and	lab	
staff	on	why	it	is	so	important	to	use	the	courier	service	to	ensure	timeliness	of	specimen	delivery.	
Dr.	Schaefer	will	also	be	making	visits	to	some	of	the	larger	hospitals	to	explain	why	it’s	important	
to	get	specimens	out	on	time	and	what	happens	when	they	don’t	arrive	on	time.		
	
	
Announcements/New	Business:	
Angela	Mull,	a	Nurse	Practitioner	from	Arkansas	Children’s	Hospital	Hematology/Oncology	clinics	
announced	that	the	Hematology	Clinic	and	offices	are	moving	the	weekend	of	July	4th	to	the	Sturgis	
Building	and	will	no	longer	be	in	the	main	hospital.	The	Hematology	clinic	is	in	the	process	of	
interviewing	two	APN’s.	They	have	just	hired	a	new	pediatric	hematologist,	Dr.	Shelly	Crary.		Dr.	
Chang,	an	adult	hematologist,	will	be	coming	to	see	adult	sickle	cell	and	hemophilia	patients	in	the	
Hematology	Clinic.	They	hope	to	have	an	adult	clinic	at	UAMS	by	the	end	of	the	year.	
	
Dr.	Holly	Bante,	Assistant	Professor	of	Medical	Humanities	at	UAMS	announced	a	two	day	Ethics	
and	Genetics	Workshop	to	be	held	May	3‐4	of	2012.	The	Agenda	for	the	first	day	will	be	a	general	
discussion	regarding	ethics	issues	and	research	ethics.	The	second	day,	Dr.	David	Resnik	will	talk	
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about	genetics	and	ethics	in	clinical	care	and	research	behind	developing	resolutions	in	screenings.	
Registration	information	will	be	sent	to	the	Sub	Committee.	
	
	
Next	Scheduled	Meeting	Date:	
JoAnn	announced	the	next	scheduled	meeting	would	be	July	10,	2012	at	3:00pm	Freeway	Medical	
Building,	9th	Floor	Room	902.	
	

The	meeting	was	adjourned	at	4:20pm 


