UNAPPROVED ~ Minutes November 18, 2014
Utah Newborn Hearing Screening Advisory Committee
            NEXT MEETING February 10, 2015

Committee Members and Staff Present: Kelly Dick, Catherine Hoelscher, Charlene Frail-McGeever, Taunya Paxton, Paula Pittman, Harper Randall, Sharon Strong, Karl White, Lori Ruth,  Mike Page, Krysta Badger, Kurt Randall, Shannon Wnek, Stephanie McVicar, Jennifer Bryant, Nat McArthur, Courtney Steele

Absent: Karen Munoz, Jill Vicory, Amyanne Wurthrich, Susie Bohning, Jill Boettger, Erin Zinkhan

Note Taker: Courtney Steele 

	Agenda Item
	Discussion
	Action Needed

	1) Welcome – Review and approve minutes
-Kelly Dick
	· August 12, 2014 minutes are approved.
	

	2) Public Comment
- Kelly Dick
	· No public comment
	


	3) Committee Seats
	· The ENT, Insurance Industry, and Family Practice Representative seats need to be filled. 
· Harper has been in touch with three ENTs. Rick Aoki is quite interested in expanding his level of involvement, but second Tuesdays are his surgery days. Dave Hill cannot. Steve Miller we are still waiting to hear from.
· Insurance Representative will be Dr. Dave Harris. Retired Pediatrician. Pending approval from boss.
· For the Family Practice Representative, we don’t have a name yet.
· Mike said Intermountain not interested in involvement. 
· Nathan asks: Should we discuss moving meetings? If he’s already interested then it may be a good way to go. Mike can host at Primary as well. Third week of Tuesdays will be okay. Krysta will check. Harper will check with him Aoki.
	


	4) CMV and CHAPP Updates & CMV Protocols
	· Stephanie gives CMV and CHAPP updates.
· CHAPP update: 21 kids fit with hearing aids. Running just over a year. Anticipated 25 per year. 5 are pending. 2 siblings are applying for bone conduction soft band hearing aids. Fit kids from 8 different counties and 8 different hearing sights. 31 applications came from 29 different cities in Utah. Legislation was presented in October for approval for program to convert to permanent program. Want to increase age up to 6. Redrafted due to language concerns. However, we will be presenting again this Wednesday. If passes, it will take effect July 1st, 2015.
· CMV update: Numbers aren’t completed yet, but first year of mandate. 173 children were tested. 63% of eligible children received testing as displayed in Hitrack. 
· When children were being retested after a positive CMV test, state wasn’t being notified. So, more false positives than previously known. About 5 % were positive. 5 had confirmed hearing loss via ABR, and 4 with normal hearing. All went on to Dr. Park and completed treatment 6 months. All have maintained and one improved hearing. 
· Almost half were tested saliva and half via urine. 8 false positives (Silvia positive and urine negative.) Only two declinations. Some children are symptomatic, but those aren’t being reported to the state. May need to change rules to report all CMV testing is reported. 
· Dr. Park is doing experiment with a few hospitals. Nurse is doing saliva samples at time of inpatient failure. Need to speak with programmer about these kids. 
· Another study will include larger Intermountain Hospitals: McKay Dee, Primary, LDS, etc. any with NICUs to make it a study inclusive to those facilities to CMV. 
· Karl says seems to be confusion in medical community about how to obtain a sample. Need to stress saliva testing first. Ex: Data shows saliva is quite good. At conference, saliva was reported better. 
· Stephanie adds it’s also because it’s new, they are just checking. 
· Bus ad campaign will continue in Salt Lake County. Expanding in December will add Cache, Davis, and Utah counties. St. George will be coming soon. Will be in frontrunner as well. 
· Sending posters, sanitizers, etc. to maternal fetal clinics. More high risk behaviors emphasized in prevention information. Lori suggests looking into putting in religious organizations.
	

	5) Utah EHDI Updates
	· Shannon reports of two midwife conferences in St. George and Salt Lake. Discussed intro of NBHS and training on how to screen and use Audex. Stephanie did CMV presentation. Krysta talked about importance of reporting. All provided prenatal and CMV brochures. 
· Krysta reports data in packet. Loss to Follow-up (LTF) activities: working to get data cleaner. Have talked to our programmers to ensure efficiency and report more accurately to CDC. 
· Jennifer stated 22 active locations with birth certificates alerts and 6 not participating.
· Stephanie adds quality improvement has been the goal. Assigned an adviser through NCHAM.  Created subcommittees for NBHS Quality Improvement. We’ll be meeting monthly and subcommittees every week. Question of when does state get involved? Reads verbiage from law. Looking at protocol for contact for follow-up at level from hospital. Contacted but unresponsive is not truly a loss because families choose not follow up. 
· Reads a draft of letter to be sent to family to get feedback.
· Responses: Taunya likes the education part for parents. Nathan suggests using more layman terms, otherwise may lose parents’ attention. Mike suggests it be shortened or make appearance easier to read. Add personalization.
· Make more compassionate. Leave out refused category. 
· Catherine adds, based on her experience, sometimes they throw away if from government. Make it simple.
· Stephanie asks: As a parent what would make you come in from the letter?
· Responses are: Tell why it’s important and educate. Karl adds timing is critical. Needs to go out earlier. Be inviting and compassionate. May not lead to dramatic changes, but will help. 
· Letter is enough to cover liability along with other notes of contact. 
· Mike adds idea that a mascot or such may help drawn attention. Ideas are Donny Osmond, Governor’s wife, Steve Young, Alex Smith, David Archuleta. They would act as support not source. Ex: Endorsement letter.
	

	6) National EHDI Updates
	· Karl: LTF making good progress. Denominator = total number of babies who failed final test. Numerator = Unresponsive, unable to locate, and unknown. (CDC standards). Families contacted but unresponsive are not LTF. Trying to convince shouldn’t be counted in numerator. Ex: 35 % to 17% if taken out nationally. If calculate based on inpatient screening, when take those babies out of denominator, makes it go up. Ex: Utah: from 54.7 % to15.5 %. Better way to figure. 
· Karen Storey has helped to work on this. If leave calculations as is, reduced 56% to 28%. So, still great progress. 
· For baby to count as hearing loss, audiologist must confirm in Hitrack. May not check off if seeing again. With upgrade to Hitrack, can choose whether or not to run report with it checked or not. 
· Karl proposes intense effort to see how many 141 babies we can move out of unknown category. Ex: First 10 in stack, 7 are of Hispanic surname. 6 are unilateral failed as inpatient with nothing after. Need to hone data.
· Taunya suggests making moms more aware and improving communication within hospital. Ex: Spanish speaking to help
· Problems with specific populations on responding for follow-up. Factors may be transient lifestyle, education level, etc.
· Lori shares her process for contacting her Spanish speaking families.
· Karl adds it fits in with QI and testing change.
· Harper asks: Why is CDC resistant to change?  Karl says they committed 10 years ago to certain ways. Have to respectfully help them see need for change.
· CMV conference went well. Interest to move location. Most likely another meeting in 2 years.
· National EHDI meeting is in March in Louisville, KY. 
	

	7) Pediatric Audiology Standards/Protocol
	· Review changes for NBHS standards. First point: Have definitive time frame. Change birthing facility to appropriately screened on time (see bottom of page). 
· Fifth bullet point: Add USDB PIP on. Change number to 801.629.4768. Fax: 801.629.4777. May consider if there is a need for both PIP and Baby Watch Early Intervention.
· Motion to approve changes. All in favor.
	

	8) Family to Family Support
	· Stephanie shares a comment from Sara Doutre, President of Hands and Voices of Utah. Involved for 2 years. Feels bias in that doesn’t have equal representation between ASL vs. listening and spoken language. Leaning toward ASL community. Need a balance. Parents support is a struggle. 
· Paula Pittman has been working with Sara. May work with Utah Parent Center. Committee is meeting in January to discuss where to go. Need non biased open approach. Should be about supporting parents and helping kids succeed. One more run at it. Parent involvement is difficult.
· PIP vs. Hands and Voices: PIP provides individual in home support. Connect parents to each other or small groups. 
· What is best for child and for family needs to be the approach method, and it needs to be modeled.
· New Event on Dec. 5th. Polar Express Event. PIP elves. Kids and families on Front Runner. 208 participants.
· Krysta asks if we should educate our audiologist to refer to PIP on 2nd OAE fail? What should we do?
· Paula responds that responsibility at USDB, but all need to be on board. Increase of referrals this year. Continue to slowly educate. UDOH can refer. PIPs intent can help parents understand importance of it, what’s needed, etc.
· The nurses from EI go into homes, so could partner with them on testing in the home. 
	

	9) New Business/ Future Agenda Items
	· [bookmark: _GoBack]No new business
· Possible change date for Dr. Aoki
	

	10) Adjourn
	· Next meeting will be February 10, 2015
	



