UNAPPROVED ~ Minutes November 10, 2015
Utah Newborn Hearing Screening Advisory Committee
            NEXT MEETING February 9, 2016

Committee Members and Staff Present: Kelly Dick, Catherine Hoelscher, Harper Randall, Karl White, Lori Ruth,  Krysta Badger, Shannon Wnek, Stephanie McVicar, Jennifer Bryant, Nat McArthur, Suzanne Smith, Steve Miller, Sylvia White, Courtney Steele, Susie Bohning, Paula Pittman, Jill Boettger, Jenny Pedersen, Taunya Paxton, Jill Vicory

Absent: Amyanne Wurthrich, Dave Harris, Erin Zinkhan, Karen Munoz, Mike Page

Note Taker: Courtney Steele 

	Agenda Item
	Discussion
	Action Needed

	1) Welcome – Review and approve minutes
-Kelly Dick
	·  August 11, 2015 meeting minutes are approved.
	

	2) Public Comment
- Kelly Dick
	·  No public comment
	


	3) Committee Seats
-Intro Family Practice: Caryn Slack
-Medicaid seat replacement: Harper Randall
-Insurance Seat Replacement
	· Welcome to Dr. Caryn Slack. Formerly Medical Director at Utah Medicaid. Practicing as Family Practice physician and also is practicing Obstetrics.
· Dr. Harper Randall, formal Medical Director at Bureau of Children with Special Healthcare Needs (CSHCN), is now consulting with Medicaid awaiting final approval to be able to have the seat on this committee.
· Dr. Eric Slatery is officially approved as member of committee.
· Suggestions given for Insurance Seat Replacement: Caryn suggests Charlene Frail-McGeever (she now works for Molina).  She also knows individuals with IHC/Select Health that may be good. She will attempt to contact.
	


	4) 26-10-11 Children’s Hearing Aid Program (CHAP) Updates 
-Jenny Pedersen
	· CHAP has had huge increase of applications. 
· Recently updated website (health.utah.gov/chap) that is more user-friendly. Requirements and forms are all on website.
· As of now, 67 requested information and 65 applied. For fiscal year 2016, 17 have already been approved. 18 Pediatric Audiologist have participated.
· Majority of kids have Sensory Neural Hearing Loss, and main cause of hearing loss is unknown. 
· 71% of participants referred on inpatient screening. Of those, 73% were diagnosed by 3 months of age. 27% went on to be diagnosed by 4-18 months of age. About one fourth have a late-onset hearing loss.
· Jenny reviews survey sent to participating parents in August 2015. Parents reported funding options without CHAP: 45% credit card; 64% family/friends; 18% not purchased; charity 9%; bank loan 9%; 45% would’ve delayed purchase.
· The brain needs auditory stimulation, so need to place devices as soon as possible for development. Neuroplasticity has to develop properly in certain time frame. 
· Question: Is there an eligibility difference if not early diagnosed?  Jenny: No, there is not.
· Age eligibility is now up to under six years of age. Program now covers soft band conductive hearing devices. Ear molds are covered for one year.
· Verbiage is read of parent responses on how CHAP helped their family. Continue to spread the word about CHAP.
· The Hearing Aid Recycling Program (HARP) is still another option for children 6-18 years of age. Information is on website as well.
	

	5) Utah EHDI Updates: State EHDI Conference: Review of Presentations 
-Shannon Wnek
	· Shannon reports on State EHDI conference. 
· Guest speaker was Dr. Kelly Baroch, Au.D. Cincinnati Children’s Hospital. She started their NICU newborn hearing screening program.
· Shannon gives overview of presentations. The role of EHDI is important in identifying hearing loss and is the family’s first line of defense.
· Overview of the quality assurance and EHDI presentation. Emphasis provided on the need for documentation. We’ve performed hospital audits looking to see if whole process is being completed i.e. notes, CMV faxes, etc.
· From hospital audits, we looked into what is considered best practice. We found issues such as: often third OAE is entered into diagnostic module with no other diagnostic testing reported. They should have further diagnostic testing. CMV was not ordered due to middle ear fluid. Testing for CMV should still be completed. Some hospitals are overriding A-ABR fail and passing baby with passing OAE, which is a problem with diagnosis of auditory neuropathy. Primary care providers need to be entered. Some hospitals are still serial screening, which is a concern as well. Need to trust results. Refer rates need to be less than 4%. 19 hospitals have greater than 4% right now.
· Some issues to consider for high refer rates may be issues with staff training, equipment calibration, equipment issue, etc. Currently working with a few hospitals to decrease rates.
· Suggestion to look into definitions of rural hospitals. Harper suggests including the other newborn screening programs.
· Recently calibrated 23 Audx units for our out of hospital births. Many needed probe replacements. We ran out of funding for probes, etc. Several units passed but were at the border for not passing according to calibration report.
· Currently have a waiting list of midwives who would like equipment. New unit is $3500-4000. Average cost for a probe is $600-800. Any suggestions for situation?
· We are working to see if we can negotiate with vendor to get discounted rate.
· Suzanne states she would sign up for 2 immediately. Midwives that have machines would be distressed to not use them. However, price is a factor.  Hardly any bill, and most are not covered by insurance.
· Equipment was funded through grant, however, need more funding. In approaching vendor, can committee offer support for them to consider discounted equipment? 
· Karl believes it’s more difficult because still a vendor, so they have a business to run despite the cause.
· Kelly suggests looking at clinics that may be upgrading equipment but have good functioning equipment still sitting around. Agreement to explore this idea.
· Harper states Medicaid reimburses for Newborn Screening if family is eligible. Can look and see if we can do the same for midwives.
· Suzanne states most are not nurse midwives; they are licensed direct entry midwives or unlicensed direct entry midwives. 
· Caryn states could possibly go through Medical Director. It would be through Department of Health then. If state agency sets lead, the others tend to follow.
	Harper will follow up with Terry Faust.

	6) National EHDI Update
NCHAM Activities/Issues
-Karl White
	· National EHDI conference in San Diego, March 13-15, 2016.
· There will be another Congenital Cytomegalovirus (CMV) conference in 2016 in Austin, Texas. 
· Survey sent to adults as well as parents of children (about one-third adults, one-third teens, one-third children) that had cochlear implants. 55% response rate. Out of the 55% that responded, 95% said device met expectations. 99% would get again. Overall, devices and success rates continue to improve.
	

	7) Newborn Hearing Screener Training
-Stephanie McVicar
	· We discussed at last meeting for members to look over NCHAM training.  So, we would like to follow-up and have feedback.
· Susie states excellent video, but her hospital is using it as a supplement for continuing education.
· Caryn shares it was a good refresher, simple, easy to follow.
· Dr. Slatery states it was well-done, good overview. Reminded him that most screeners are not clinicians, so the video is good for education. Asks: Are those that refused followed later?  Stephanie states it is rare, depends.
· Suzanne felt training was excellent. She had some technical difficulties, but suggests: adding into instructions you can continue where you may leave off; status bar to say how far through you are would be helpful; how long it may take to complete; screening settings other than hospitals.
· May be good for more frontier hospitals so that screeners have training. We know bigger programs are already well working, etc.  Could be main training for smaller hospitals without managing audiologists. Could be a good adjunct and provide quality assurance.
· Kelly said that they could use it as an adjunct. Does have a lot of value.
· Susie adds, paid to be oriented with hospital so adding another 1.5 to orientation is a bit. She likes them to also know who she is.
	

	8) Family to Family Support; PIP (Parent Infant Program)-Utah School for the Deaf and Blind (USDB); Baby Watch
	· Taunya suggests more parent awareness, especially for kids who are farther down the road and perhaps older.
· Susie’s hospital has education channel for mothers to watch. Introduces hearing and hearing loss.
· Shannon adds Children’s Hospital of Philadelphia (CHOP) have many videos from parents’ perspective. Maybe good idea for Primary Children’s Hospital.
· Paula reports on PIP polar express. Expecting even more involvement this year.  December 4th.  She also explains that with referrals, can refer to PIP, but need have correct audiologists. It doesn’t have to be solely USDB audiologists. Can send referrals via secure email or fax.  Will try to send notification that referral was received and who the EI provider will be. She will send eligibility requirements out to Krysta to send to everyone; it contains proper contacts. Can go to Early Intervention (EI) or PIP. They both get the referral. If you have eligibility requirements, send to PIP; they need diagnostic information with it.  
· Catherine adds: Baby watch can test by OAEs and send results and refer to PIP if there isn’t a confirmed loss. If there isn’t a hearing loss, if parent is concerned, etc. they can refer to baby watch. For EI, you don’t need a confirmed loss, etc. if there is a suspicion, they can still come and do an assessment. 
· Catherine states Baby Watch is currently working with hospitals with NICUs to try and identify babies that need to be referred for EI. Need support of hospitals.  Work with discharge planners, Neonatologists, etc. Kelly says he will talk with her after. Welcome baby is only a one-time visit.
· Natalie Johnson from Developmental Assessment Clinic offers exact same services as UDOH had. Billing is a little different and not sure about details of that.
	

	9) New Business/ Future Agenda Items
	· Stephanie reports that an amendment was submitted to change the rule for reportable conditions for Utah to add CMV and be able to mandate laboratories to report results directly to us. Public comment just closed. Hoping it is in place by the end of the year.
· Kelly adds, they have through their Pediatric Committee chair (Dr. Joseph Johnson) have put in place a form that the physician signs that states if baby fails hearing screening, cmv testing and diagnostic hearing testing can be conducted. Language is such that can go ahead and do the testing. No longer need the referral that they were finding they needed. It makes the process easier. Could be good model to use for other hospitals. The order is part of the order set. He will distribute it for others to see. It will make a lot of sense. Pathway is Pediatric chair, hospital by hospital.
· [bookmark: _GoBack]Nat adds: It’s filled out at hospital at delivery. Attending physician for baby fills it out. You follow-up until they are established with someone else.
	

	10) Adjourn
	· Next meeting will be February 9, 2016.
	



