UNAPPROVED ~ Minutes February 10, 2015
Utah Newborn Hearing Screening Advisory Committee
            NEXT MEETING May 10, 2015

Committee Members and Staff Present: Kelly Dick, Catherine Hoelscher, Taunya Paxton, Harper Randall, Karl White, Lori Ruth,  Mike Page, Krysta Badger, Shannon Wnek, Stephanie McVicar, Jennifer Bryant, Nat McArthur, Amyanne Wurthrich, Erin Zinkhan, Suzanne Smith, Dave Harris, Steve Miller, Cheri Mills, Sara Doutre, Courtney Steele

Absent: Karen Munoz, Jill Vicory, Susie Bohning, Jill Boettger, Paula Pittman, Jenny Pedersen, Sharon Strong, Charlene Frail-McGeever, Sylvia White

Note Taker: Courtney Steele 

	Agenda Item
	Discussion
	Action Needed

	1) Welcome – Review and approve minutes
-Kelly Dick
	· 11.18.14 minutes approved.
	

	2) Public Comment
- Kelly Dick
	· No public comment
	


	3) Committee Seats
	· Dr. Steve Miller is filling the ENT seat. He has been practicing for 24 years. 
· Dr. David Harris is a Pediatrician filling the Insurance Industry seat. In 2012, he became a medical director at Altius Health Plans.
	


	4) CMV and CHAPP Updates & Updated Milestones due to CMV Screening
	·  Since the Cytomegalovirus (CMV) mandate, we’ve discovered that any child tested for CMV, 91 % had a diagnostic audiological evaluation before one month of age. Of CMV positive infants, 100 % had had a diagnostic evaluation before 3 months of age.
· The control group is the infants before the mandate, and those were about 50% for reaching the EHDI milestones by three months of age.
· In looking at those children that qualified for CMV testing but who did not receive it, about 50% of the time, we just hadn’t received the results. 45% had an unknown primary care physician (PCP). Now collaborating with the Newborn Screening and Immunization program s to locate PCPs.
· Considering changing the rule to be rewritten to have direct reporting from labs. Revising/creating forms on CMV testing for medical offices.
· Children’s Hearing Aid Pilot Program (CHAPP) is currently going through legislative session to become a permanent program. Passed the House and the Senate. Is on third reading calendar of the Senate, and then it goes to the governor to hopefully be signed. Looking to increase the age from 3 years up the sixth birthday.
· Dick Kelly suggests working through medical offices on clarifying and building understanding of CMV testing.
· Lori expresses thanks on the work for CHAPP and the potential expansion to age 6.
	

	5) Utah EHDI Updates
	· Mountain West Medical Center in Tooele, UT has had a difficult time with compliance over the past few years with newborn hearing screenings. We have done trainings and such to try and help but not much change. Met with hospital CEO on ways to help support them better. Recently, they hired a screening service, Ears and Hearing, based out of Texas. This service works with about 25 hospitals and screen over 30, 000 babies per year. One audiologist will be licensed in Utah.
· Question asked of what the financial model is that this service and Mountain West may follow.
· Karl states that a group called Pediatrics used a model in which families were billed directly.
· Harper asks if it will be rolled into hospital charges or billed separately. Shannon states that she is unsure, has not been discussed. Important to consider this issue. Can talk with independent screener, Tina Osborne, to see how she bills.
· Codes: 92558 is OAE screening; 92587 OAE limited 3-6 frequency; comprehensive OAE is 92588.
· Krysta has a list of hospitals that bill separately. Can use this to see if there is a change of rate with follow-up.
· Kelly Dick adds that we also have to be careful that we are not going beyond our scope as a committee in terms of prices, compensation, etc. We cannot recommend pricing.
· Harper and Karl add that we may not be able to set prices, but we can look at follow-up rates and suggest improvements based on data.
· Need to look at price, code, and what kind of test they are actually doing. 
· There will be several presentations at this year’s national EHDI conference.
· Shannon presented at Primary Children’s Hospital on hearing loss and Down Syndrome. Out of 336 infants (2007-2012), 35% referred. Of those, 50% also failed subsequent screening and had to go onto diagnostic evaluation. Of those that failed both, 38 had documented hearing loss; 20% had sensory-neural hearing loss. 7 passed initial screening but later developed hearing loss. General population: 5 % fail inpatient screening; Down Syndrome population: 35% fail inpatient screening. Outpatient screening: general population: 10% fail; Down Syndrome population: 50% fail.
· The hospital report cards did not receive positive feedback. Difficult to account for different populations. Example: transfer babies, NICU babies, etc. Decided to make it an internal report between EHDI and the audiologist. If there is someone having repeated issues, then they’ll address it with the CEO.
· Karl shares that he believes they should be shared. Fix the data if it’s wrong, but if not, we should consider it being public information.
· Large issue is the NICU babies. Many of those babies aren’t in their diagnostics for months and transfers.
· Can look at reporting issues among the transfer babies, and see if there are ways to improve it.
· Kelly adds the argument isn’t that we shouldn’t report, but it’s that we should report what is correct. Krysta will look at the data and work with NCHAM to try and evaluate more.
· Karl suggests looking at some reports for the next meeting.
· Harper suggests adding a cover letter with a picture of someone that’s been helped by this program.
	

	6) Midwife Discussion/ Update MOU
	· As part of the Home Birth Hearing Project, equipment is loaned to midwives throughout the state. They sign an MOU, which has been used for a long time. It needs to be revised and update. 
· Midwives are also supposed to report monthly. We are working to improve CMV report as well as hearing screenings.
· Suzanne suggests letting them know the consequences, i.e.: taking away equipment. 
· Most screenings are getting done but aren’t reported. Perhaps if we could work at getting compliance monthly, then we could look at changing it to weekly.  Suggestion that babies that fail are reported weekly due to the time factor for CMV testing.
· Suzanne said that the process/burden of reporting varies by midwife. Suggestion of possibly setting up a type of reminder for midwives through HiTrack or an app.
· Ask midwives what may be helpful to help the improve reporting. Krysta adds they will try and do more site visits.
· Investigate allowing HiTrack to allow outside reporting for midwives.
	

	6) National EHDI Updates
	·  Over the last 8 months, with grant funding, NCHAM has been working on Loss to Follow-up (LTFU) data with EDHI.
· Changed definition of LTFU and reporting. In 2012, rate was 55%. This year, the LTFU rate is about 13%, simply by taking the “contacted but unresponsive” category out of the numerator.
· The CDC is considering taking contacted but unresponsive out of the numerator as well. Important to look at definitions and how they impact the data. This issue will be discussed at the EHDI conference.
· There is now a requirement to focus on Quality Improvement (QI); Utah’s QI work is being highlighted at EHDI. A good example comes from the texting project because it went through a few phases before success was seen.
· The federal legislation expires during 2015. Needs to be reauthorized and is important. Congressmen Brad Guthrie will be representing it. Hatch may carry it in the Senate.
	

	7) Pediatric Audiology Standards/Protocol
	· Stephanie states EHDI has been contemplating making a protocol or recommendation for audiologists to make a referral to Parent Infant Program (PIP) at the time of the second referral. Would PIP want us to promote this?
· Lori states that yes, this would work. Refer them. It’s better to help those children rather than not help them at all. It can also help families earlier on and make it less scary for the parents.
· Clarification given that state EHDI could also consider generating a referral if needed. 
· Sara Doutre shares that, from her family’s personal experience, had they been referred to PIP after the second follow-up, it would have been beneficial.
· If it turns out that results are conclusive and there is no loss, PIP will close the case.
· If eligibility criteria are that they are eligible after failing the second OAE, then the parents should know. Krysta states they will try it for two months. Keep parents fully informed at each step, even if we are unable to reach parents, we should still refer. 
· Stephanie suggests giving parents handout at the appointment if they fail their second screening of saying what will happen next, so that the parents know what to expect.
· Individuals with Disabilities Education Act (IDEA) is the federal statute that governs provision of all services to children with disabilities. Part C of that act covers birth to 3 years of age. If there’s a referral from a physician, they’ll contact family and evaluate. If it’s a neighbor or such, they’ll contact the family, but only evaluate if the family is willing. They will explain services that can be offered as well.
	

	8) Family to Family Support
	·  For the PIP program, the first week in June, they are having a circus-themed event.
· Cheri Mills, from the Division of Services to Deaf and Hard of Hearing (Sanderson Center), states that they are branching out. People assume the only serve deaf and hard of hearing adult community, but this is not true. They serve anybody who is deaf and hard of hearing as well as their families. Starting outreach to parents for counseling for during the adjustment period. They’ll be working with PIP. They are also trying to recruit more parents. The purpose is to help provide resources and such to families early on.
· Everything at this center is free. The state pays for it.
· Utah Consortium of Pediatric Audiologists (UCOPA) given the first diagnosis to parents. Stephanie asks for the center’s information to be sent to state EHDI, so that they can be added as a resource for UCOPA. Krysta asks for a flyer or something that can be added to the parent notebook that is given to families.
· The Center is working at getting parent input on what else they may have needed to know, and then are going to adapt their brochure based on this input.
· They offer various communication modalities that families may use. Staff interpreters are on-hand. 
· This center is under the state of Utah; their goal is to better serve the deaf and hard of hearing community. Working with PIP is simply a means to help achieve this goal by bridging with the community.
· Karl explains that there was a bit of grant money left over from a grant that NCHAM has. They want to use it to help strengthen family to family support. Karl and Sara suggest giving the money to the Utah Parent Center.They are a parent organization and a non-profit. Sara adds the Utah Parent Center helps to guide families from birth to adulthood and works with them by connecting them to resources within the community as well as offering trainings on transitions. They do a lot of work with the Department of Health in various aspects. The parent to parent benefit is significant with helping with issues such as follow-up. They have been around for more than 20 years and would be a good organization to work with.
· The parent committee at the Sanderson Center could also help and collaborate with the Utah Parent Center because of their emphasis on family to family support.
	

	9) New Business/ Future Agenda Items
	· [bookmark: _GoBack]No new business.
	

	10) Adjourn
	· Next meeting will be May 12, 2015
	



