[bookmark: _GoBack]UNAPPROVED ~ Minutes February 9, 2016
Utah Newborn Hearing Screening Advisory Committee
            NEXT MEETING May 10, 2016

Committee Members and Staff Present: Suzie Smith, Eric Slattery, Noel Taxin, Harper Randall, Kelly Dick, Stephanie McVicar, Shannon Wnek, Krysta Badger, Courtney Steele, Karl White, Karen Munoz, Sylvia White, Taunya Paxton, Michael Page, Karen Slack, Amyanne Wuthrich, Charlene Frail-McGeever, Suzanne Smith, Lori Ruth

Absent:  Jill Vicory

Note Taker: Claire Szewczyk 

	Agenda Item
	Discussion
	Action Needed

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

	2) Public Comment
- Kelly Dick
	·  No public comments.
	


	3) Committee Seats
-Introductions: Claudia Fruin, MD, Noël Taxin, Charlene Frail-McGreever

	· Kelly Dick introduces Dr. Claudia Fruin and Noel Taxin to the Committee.
· Kelly Dick asks for the rest of the Committee for introductions.
	


	4) Public Meeting Training/Committee Member Discussion 
– Noël Taxin

	· Introduction to Committee 
· Noel Taxin explains that she is trying to make programs consistent across the bureau. Required by law to conduct training.
· Presiding Officer (Stephanie McVicar) – responsible to ensure all members of public body are provided with annual training
· NBHSAC board made up of 11 members. Members are nominated by association. Members serve a 4 year term. Group decision for how often they would want to change chair.
· Noel states that open meetings are available so public knows they can come in and participate. General Rule: every meeting is opening to the public unless closed under Sections 52-4-204, 54-4-205, 52-4-206.
· In order to vote in the meeting, you need a quorum. She defines what a quorum entails. 
· The committee is supposed to discuss what is on the agenda and cannot reference items not included on agenda. Public Notices are created with the agenda items 24 hours in advance. Claire is responsible for this for the NBHSAC.
· Noel discusses some definitions. 
· An emergency meeting can be held if unforeseen circumstances arise; Noel Taxin believes it is for specific cases: a child with CMV, patient harm, etc. 
· Kelly Dick asks about an example of a closed meeting if a HIPPA sensitive case was needed to be discussed. Asks if closed meeting can be opened?  Noel Taxin confirms that closed meeting remains closed. The state is exempt from HIPPA laws.
· Minutes for a closed meeting would be very simplistic and just include details about time frame, topics, etc. Closed meetings require: quorum present, two-thirds of members present. 
· Noel discusses rules for closing a meeting. She defines an electronic meeting.
· Krysta Badger asks if any individual can just call in for an electronic meeting. 
· Noel Taxin states that it needs to be recognized on the agenda that they are joining via telephone. Do not publish phone numbers.
· Noel explains the protocol for disruptive behavior and if “electronic issues” occur (i.e. a meeting is not recorded/gets deleted/etc.). Noel states that cannot have discussions outside of the board; board members must discuss during public meetings. 
· Noel asks if committee members are familiar with the rules that govern these meetings. There is discussion of the composition of the bylaws for the NBHSAC. 
· Noel has an issue with board composition. Committee composed of 11 members. Doesn’t state if there was need for more than 11 members. She lists the committee members required and asks “Do we want more than 11 people? There are many individuals on our committee.” She states that if they want to keep the existing members, they must define this within the bylaws.
· Karl White says that he is happy with the group as the way it is and believes the diversity of the group is beneficial. He also states that by the statute, the Medical Director elects the board members. Kelly Dick mentions members receive letters when they are approved to be a part of the committee. Michael Page discusses about the amount of members. He mentions that there are a lot of vested interested in this issue (Newborn Hearing Screening). 
· Noel Taxin states that her primary goal is to have definitions within the bylaws how committee members can be elected. 
· Karl White says if we are specific and something happens (gives the example of NCHAM not existing), we would have to change the rules.
· Noel Taxin mentions that you could write a component of the bylaw that suggests that a new member can be elected in the case of determining partners to participate.
· Karen Slack suggests saving this for a future agenda item; come back with proposed changes.
· Stephanie McVicar mentions that the bylaws are from 2006. “We’ve been following what was established when the committee was established.”
· Noel Taxin wants clarity of what exactly needs to happen with the meetings, what people are doing, who is voting, etc.
· Kelly Dick states that he agrees with this.
· Karl White states that the statue is clear. He mentions that the procedure is 11 members have to be elected, other members you can appoint. 
· Karen Munoz mentions that it has been clear who was voting/not voting at the meetings.
· Michael Page suggests that we should have a table that states every member, who is voting, what they represent, what their term length is, etc.
· Karl White suggests that there are some things that need to be cleaned up but no rule change. He discusses that if it’s appropriate they can get letters out that state the election of committee members.
· Noel Taxin mentions in the statues that committee members have eight year terms and then they must take a break. Members would have to follow statute or they would be violating. She asks how many individuals have read the bylaws.
· Noel suggests reviewing bylaws and trying to clear up the verbiage.
	





























































Review bylaws and try to reconstruct the verbiage.

	5) HB 226/Proposed changes – Stephanie McVicar/Kelly Dick
	· Stephanie McVicar provides the verbiage of the rule change (HB 226) and states that some things are not clear. She asks Lori Ruth if she is familiar with statue. She is not familiar. 
· UCA 2610-6 – talks about adding by statute a member to this committee USDB super attendant or designee. Medical provider to provide test results for hearing across the state and provide EI.
· Stephanie explains that the bill went to the committee yesterday afternoon. Result received a favorable recommendation; vote was unanimous (12 members). Noel mentions Stephanie had feedback before the bill was presented. 
· Kelly Dick states he has some concern. Ex: Line 59. Suggests USDB as the primary source to be notified? Nature of the verbiage. Would not like to see parents by statute having to go to USDB when there are a variety of qualified 
· Michael Page: Concerned as well. Ex: Line 158. USDB shall provide early intervention and education services. This is demanding USDB provide these services.
· Line 165 (conflict): USDB may not provide services before receiving permission from the parents of the children the service is provided to.
· 158 should read may provide EI services with permission from the parents.
· Probably should read “may” vs. “shall”.
· Demanding, we are doing a disservice by superseding a parent’s ability to make decisions.
· Karl White: Are there two different bills? 
· Stephanie McVicar clarifies that this is Bill 226.
· Karl White: Who is the chief sponsor? 
· Stephanie McVicar: Darren Owens.
· Karl White: Concerned that bill is going to change the nature of the committee/department without consultation. What is the motivation for amending it statutorily? 
· Concerned that medical provider gets the information first and then passes it on to USDB. Right now EHDI program passes information on.
· Parents should have options on how they receive options for their children. Bill could be interpreted to preclude it. 
· Kelly Dick: Also concerned that it might take a while to be diagnosed. Does it go to genetics? ENT? May be some time before definitive diagnosis. What point time is definitive diagnosis made so Early Intervention services can continue?
· Who is the medical provider? AuD? Pediatrician? Family Practitioner? ENT? A lot of holes for kids to get lost. A lot of kids have unclear diagnosis and need follow up.
· Sylvia White: Public Health nurse falls under provider because providing OAEs
· Suzanne Smith: It looks like if I have a kid who fails hearing screening, they are going to be reported to USDB? That is a lot of kids that will need services/reported to them. Complete waste.
· Confirmed hearing loss, not just failing screen.
· Karen Munoz mentions when there is a confirmed hearing loss, that is the procedure and it is clear paperwork wise. 
· Harper Randall: How do we get involved on an individual level/committee level to educate them? 
· Noel Taxin suggests Kelly Dick write a letter on behalf of the committee. There are a lot of things not considered in this. 
· Michael Page asks if anyone aware of a prescient that mandates state agency (specifically department of education) is required to be the sole proprietor of intervention for a child. Feels unnatural that an agency under the department of education would be sole proprietor of intervention.
· Suzanne Smith states that letter is good, she believes process is so far along to call the sponsor. 
· Tauyna Paxton: Parents perspective – a lot of parents after diagnosis don’t know what they should be looking for/what they should be doing. Needs to be a medical side that lets them know.
· Sylvia White: Krysta, don’t you send information? 
· Krysta Badger: Yes, I send an educational binder. Audiologist still needs to make referral to EI.
· Karl White: Motion – this committee going on record that this bill should be held up until discussion of following issues.
· 1. Medical provider providing info to USDB interferes with an existing successful procedure.
· 2. USDB being sole provider runs counter to committee belief that parents should have choices.
· 3. Concerned committee structure will change without appropriate information.
· If motion passes we can designate a chair to write the letter to the sponsor of the Bill.
· Claudia Fruin: Driving force behind the bill? Can we send an email to ask? 
· Karl White: asks for motion to be closed.
· Unanimous vote, motion carries. 
· Karl: Procedural question – doesn’t this also need to have a sponsor in the senate? Yes.
· Karl: I hope that all concerned make a phone call.
· Noel Taxin: State workers cannot do anything. Rest of committee can. 
· Dr. Miner, Dr. Babitz, Dr. Rolfs all aware and from her understanding are against it – normally don’t take a stance. Will clarify. 
	




















































Committee on record that bill should be held up until further discussion of three issues Karl White stated.

Call/Letter to be drafted post-motion.

	6) 26-10-10 CMV Updates
- Stephanie McVicar

	· Stephanie McVicar: Grand Rounds Pediatrics January 21st on CMV Mandate/Congenital CMV.
· Session should be recorded and online.
· Communicable Disease Rule 386-702 – close to be effective. What it does: CMV testing reportable to the state.  Results through the spreadsheet until electronically built.
· Another mention at Grand Rounds: Children not CMV tested, 2 trends: child with co-morbidities, found failing NB hearing screenings to the conditions, and after 2nd failed screening having patient come in for a 2nd re-screen (3 screeners).
· Removing these 2 groups made an astronomical difference in compliance of CMV testing.
· Karen: Might vary by location bt really impressed how fast parents are getting their CMV results. 
	

	7) National EHDI Update National Center for Hearing Assessment activities – Karl White

	· Karl White reminds committee to make reservations for the EHDI conference soon. 
· He also mentions that Utah has more representatives attending than any other state aside from California.
	

	8) Utah Valley CMV Order Form – Update
- Kelly Dick
	· Kelly Dick: Clinical settings -difficult to get tests ordered for CMV. 
· Form developed a couple months ago (October)
· Continue to get questions from physicians regarding how to get test. This form physician signs and authorizes lab tests/evoked potentials for diagnostic hearing test.
· Krysta, have you made this available? No, but can.
· Krysta Badger: How does this get initiated? 
· Kelly Dick: Hopefully the physician who signs it.
· Harper Randall explains that her understanding was that this would be signed at the failure of the first screen, before the patient is discharged. This is placed in records. [Yes. That is the hope.]
· Kelly Dick says the ideal scenario: child fails on impatient, parents/caregiver show up with form signed and evoked potential can be performed.
· Claudia Fruin: Can this be signed by any physician? Can it by be state physician? [Any physician.]
· Harper Randall clarifies that it should be attending
· Taunya Paxton: Does insurance cover this? [Yes.] 
· Kelly Dick: Issue is internally getting this done. When it doesn’t happen, EHDI has to track down who gave orders to get labs completed/hearing tested.
· Suzie Smith states that her lab won’t have a technician do the swab. They have to send it elsewhere.
· Kelly Dick: Varies hospital to hospital. 
· Suzanne Smith: How do you want this to work outside a hospital setting?
· Kelly: When baby fails they should have orders for CMV.
· Suzanne Smith: Passing on to Peds if fails second screen. Do you want us to do this to move the process along? [Yes, encouraged to do that.]
· Krysta Badger: can medical director order CMV testing for the midwives program?
· Claudia Fruin: State law, it’s mandated. Obstacles – nurse midwives/others can’t do it, can’t get back to PCP. Should have standing order (signed by doctor). Should be another spot for secondary results to go to PCP position, so results come back to the state.
· Can an Audiologist order labs? [Not in scope of practice.]
· Sylvia: Grassroots: I don’t see kids from 7-14 days. I have a hard time seeing them after to try to get CMV testing done. To get that second test in timely manner. Its months before I get parents.
· Karen Munoz: Midwives Screening/Newborn Hearing Screening – really need for 2nd OAE? Are there reasons we want to do a second test?
· Stephanie McVicar: You don’t have to. Rule states 14 days if they fail they have to have CMV testing. Up to facility how they screen. 
· Sylvia White: order form, can we copy? [Yes.]
· Taunya Paxton: Let parents know insurance covers
	

	9)  Family to Family Support information, future activities USDB
- Kelly Dick
	· Tauyna has no new information to address with “Family to Family”.

	

	10) New Business Future agenda items/assignments 
- Kelly Dick
	· Dick: Unware of new agenda items or new business.
· Dick: We’ll know about the bill. 
	

	11) Adjorn
	· Next meeting will be May 10, 2016.
	



