UNAPPROVED ~ Minutes August 12, 2014
Utah Newborn Hearing Screening Advisory Committee
            NEXT MEETING November 18, 2014

Committee Members and Staff Present: Krysta Badger, Susie Bohning, Jennifer Bryant, Kelly Dick, Catherine Hoelscher,  Nat McArthur, Charlene Frail-McGeever, Stephanie McVicar, Karen Munoz, Mike Page, Paula Pittman, Harper Randall, Kurt Randall, Lori Ruth, Susanne Smith, Sharon Strong, Jill Vicory, Karl White, Shannon Wnek Amy Wuthrich, Erin Zinkhan,

Absent: Sylvia White, Taunya Paxton, Jill Boettger
[bookmark: _GoBack]
Note Taker: Krysta Badger 

	Agenda Item
	Discussion
	Action Needed

	1) Welcome – Review and approve minutes
-Kelly Dick
	· Minutes from May 13th reviewed. Charlene’s name was duplicated, Harper corrected typo on page two. Motion to approve minutes by Mike, unanimously accepted.  
	

	2) Public Comment
- Kelly Dick
	· No Comments
	


	3) Committee Seats
- Kelly Dick/Mike Page
	· Mike was looking into ENT and insurance reps. He contacted Steve Kelly, he politely declined but would consider if we really couldn’t find anyone. Mike has spent 5-6 hours trying to locate someone in Select Health. He spoke with 6 people and finally ended up with the Chief Officer of Select Health who said they would not be interested in anything that had to do with Cochlear Implants. Mike clarified the intent of this committee for NBHS, entailing many of their newborns. They still declined. Blue Cross Blue Shield is an option, Molina, Altius. We haven’t had much luck with insurance industries and representation. Charlene noted that she is here from Mediciad so it would be good to have a commercial plan as opposed to Medicaid or CHIP. It is the commercial payer rep that would be an added value to the group. Harper has a friend who is the Medical Director for Aetna, she will ask him if he is interested. Mike believes that it will be beneficial to find an ENT rep from the community who may have more community representation. Kelly spoke with Mike Lauret, Pediatrician in Provo. Spencer Darley, in Provo may be a possibility per Mike. Kelly will talk to him since he knows he is doing implants. Harper has 3 people David Hill, Steve Miller, John Arrowkeef (?). 
	- Harper will contact Aetna Medical Director

- Kelly will speak with Spencer Darley

- Harper will speak to David Hille, Steve Miller, and John Arrowkeef (?)

	4) CMV and CHAPP Updates
- Stephanie McVicar
	· See handouts, 1st page is summary of lab results reported into State Hi-Track broken out by the first 6 months of the  mandate (42 results) and the 2nd 6 months of the mandate (114 results). Overall there are 156 results in Hi-Track. The only tracking for the 1st 6 months was a paper fax form sent to state health and the PCP. The PCP, by mandate, must report to the state within 10 days. In the 2nd half of fiscal year (¾ of the way into the mandate), the CMV testing module was created in Hi-Track to enable hospitals to enter results of the referral to the physician as well as the lab testing results. Stephanie did an in depth analysis of CMV reporting for 2nd half of the year for this meeting. Per Hi-track (per the mandate: inpatient (IP) refer followed by outpatient (OP) refer meet the criteria for the testing). Even if the baby had multiple screenings before discharge, this is just counted as one inpatient screen. During that time period, 129 babies who met the criteria, 89 received the CMV screening (69%). In 97% of those CMV was not detected, 3% were positive for CMV. For the 40 who did not have CMV reported, 10% of the cases had a documented referral made to PCP, 43% had notified on 1st and 2nd refer to the PCP. ½ did not have documented referrals, but tracking did not start until April. Of the 89 we now have in database with lab results, 40 were found by checking Intermountain’s Help 2 EMR. Using Hi-Track, we can now run a report showing who qualified for the test, lab results, and if a referral was made to PCP. We went through every qualifying child to see if we could find them in Help 2. We found 40 (45%) lab results that we did not receive from the PCP. We are going to do this with the first half of the year as well. Stephanie has started the process with the Attorney General to submit a rule change to put the onus of the reporting on the lab so the state will automatically get the report. This is how the Birth Defect Network has written their rule. We must get permission to write an amendment to the rule and then go to public comment. Not every child is in Help 2, but 75% of the kids are IHC kids. Jennifer is now calling the providers for the children who have not had results found. Looking at the 1st year of the mandate 245 failed both IP and OP, we have documented results for 156 (64%), 2/3 who were eligible for screen did have it done. 17 children were CMV positive (11%). 1 in 10 children who receive the testing were positive for CMV. You can see the charts from HT showing how many tests were saliva, urine, and blood. Urine seems to be the IHC method of preference. What matters the most are those that have done blood because a negative blood test could be inaccurate. Questions: Kurt asked, of those 17 babies, how many had follow up DX hearing? Stephanie will report those numbers at the next meeting. Do we have them all in PIP? If they were diagnosed with hearing loss they should be, but we can pull those statistics. Midwife education will be done at the Midwife conferences in September and November.  Karl would like to say wow – what a great analysis. Kelly is hoping that we can get those figures out to the community. Kelly has received calls from PCPs asking how to do the CMV screen and are not sure what to do. Jill Vicory spoke with Academy of Family Practice about the articles not getting in and she said that most physicians don’t even open the first article. That’s why it didn’t go in because no one opened the first link (that is tracked). Stephanie will submit for the UT Academy of Ped and the Family Association. Headline – 1 in 10 children who had CMV testing was positive and there is a mandate for this.  It would be best to be in the Tribune! Stephanie will work on a press release for the paper. Karl mentioned that when he said wow, he was talking about how comprehensively this was done. So often laws get implemented and people bumble along and this is a very impressive analysis. Karl is feeling very comfortable that the legislature will say wow. “He who has data doesn’t need to shout” Once you have the data you should shout louder. We can say that this was a good idea and look at what we are doing for children. It also points out that we still have work to do, but for a new program to do this well is very impressive. Harper would also like to know what percentage of saliva vs urine is positive. 
· There is a 4 page packet on CHAPP that was put together when we presented to the legislature in Mid-June. They unanimously voted for Becky Edwards to draft legislation proposing the continuation of the program. Since this was done in June, Jenny Pedersen found that 26 families requested information, 19 qualified and are in process, 3 did not qualify because of insurance, one withdrew (lost hearing aid found), 2 received information but did not follow-up or return phone calls, 1 still in process of application. We will meet with Rep Edwards to discuss the consideration of increasing age limit up to 5, this would be change in legislation. We will vote to accept applications for Bahas and will also be considering partial insurance coverage.  Brochure is going out in all notebooks for those diagnosed with hearing loss. And an email blast will go out once Bahas are approved. Lori asked if there was consistency with the insurance companies as to what was covered. No, everything was different and it depended on the employer.  Rep Edwards did make it clear that this is not to mandate insurance coverage for hearing aids. Karen asked how many hearing aids can be fit in a year, what is the max? When do you hit a point that you have to say no? We estimated $2000 per hearing aid = 25 binaural hearing aids. The money did roll over, and we realize that we can entertain more applicants (like Baha) so it hasn’t come up yet and we are encouraged that we can expand this. 
	- Stephanie will report on the diagnostic results and PIP status of the 17 CMV positive babies. As well as percent of positive tests are saliva vs. Urine


- CMV training to be included in Midwife Conference

- Stephanie will submit CMV articles for the UT Academy of Ped and the Family Association

- Stephanie will work on press release for the paper.















































































	5) Utah EHDI Updates / CMV Pediatrician Champions
- EHDI Staff/ Nat McArthur/Harper Randall
	· The Birth Certificate Project has been reinstated. There are 31 locations that distribute birth certificates. 16 are active with this project, 7 were not interested and 8 are still planned. Jennifer explained the birth certificate link. 397 alerts have been made since Jan 2013. We still need to do more research on this. Stephanie is hoping that if we present the data to those sites who refused that we might get them to join the ranks. Kurt mentioned that most sites have been very receptive as it is a voluntary thing. We have good support in the community through the local health departments.
· Site visit report is in your packet. Shannon is overseeing this and becoming the compliance officer for the EHDI team. In the last two months we have visited 11 hospitals of the 43 in the state. We are covering CMV, Hi-Track questions, and the CEO efficiency reports. We have had very good response to this efficiency report and it is a good tool for the hospital to report on their facility and see where they stand. There have been some areas of concern regarding reporting and what is viewed in Hi-Track. Kurt noted that we have gone through a long process on how to hold the hospitals accountable for what they are doing.  Harper asked if we should do the efficiency report more often to make them aware of their numbers. Quick feedback works, late feedback doesn’t. If it could be automated, monthly would make sense. Newborn Screening has been doing this for a long time and has really helped with their turn-around time.
· Early registration for the CMV conference closes August 15th. Dr. Patten has agreed to pay for registration for anyone on this committee to attend. Stephanie will email a registration to everyone so that we can get that paid for. If you have already paid we will figure out reimbursement. Karl will send out the brochure electronically this afternoon too everyone. The public relations people at IHC will distribute to all offices. Karl will send to committee.  
· Nat spoke about Chapter Champion activities. It is hard to get around the state to meet with pediatricians and Nat is on double call. Utah AAP on Sept 9th that Nat will be going to to get input on who is interested. Harper did this once before and does recommend it. They did, however, put out a notification of opposition of this mandate and didn’t feel that legislation should be implemented to tell them how to practice. They were open to the idea and not obstructionary, but having Nat come as a motivated pediatrician who is already involved will be helpful. Steph will provide him with updated data for this. Harper has contacted a few people who would represent at a few hospitals and has educated them on the process. She will follow up on this.
	














- Karl will send CMV Conference info to committee

- Stephanie will provide Nat updated data for meeting with AAP.
- Harper will contact representatives to educate 

	6) National EHDI Updates
- Karl White
	· The National CMV Conference is scheduled for September 26-27th. This started off being a local conference with 60-70 peopled. Had abstracts from 29 states, 5 countries, 86 were accepted. World leaders in this are attending. 135 are registered right now. He is guessing there will be 300 attendees, mixture of break-out sessions and plenaries. Have a limited number of parent scholarships available. 35 parents are registered now. 
· Karl presented on Loss to Follow-up (LTFU) Activities. Utah hospitals use a data tracking and management system called Hi-Track. This enables programs to know what happens with babies at various stages, but it all depends on how well the system is used. Karl believes that it could be used more efficiently. There is 65-55% LTFU in Utah. We should be concerned where the CDC is finding gaps. Over the last 6 months we have been working with a grant to work on improving LTFU. 305 babies were contacted by Karyn, 117 of those were resolved in the system. The more distant the baby’s birth (from follow-up activities), the less likely we were to resolve them. This raises concerns about how we support hospitals in doing what they are already mandated to do. How long do we wait for hospitals to contact before the state steps in. Hi-Track is working to get the names of LTFU kids pulled out of Hi-Track so they can be focused on. Statute and regulations govern what hospitals do for FU: “to be considered a reasonable effort to follow-up the institution must have documentation of at least 2 attempts by mail or phone and 1 attempt to contact PCP”.  Karl pulled out contact by hospital and looked at the notes and only found 16.9% voicemails, spoke with 31% at least once (14.10 met criteria), 12% contact with PCP. Is this not being documented or not being done? How do we structure this to help them be more successful? If the baby has info about diagnostic ABR, the person entering the data must enter a hearing disposition and it needs to be confirmed before it shows up in the CDC report. For 2013 there are 101 diagnosed with hearing loss (1.8/1000). Some hospitals are hesitant to confirm hearing loss until they are sure which leaves many “In Process”. Unless there is a confirmation we can’t count this. Hi-Track processes were discussed. Kurt will create a sub-committee to discuss this. Amyanne would be happy to help with QI. Susie noted that Primary does 90% of the follow-up; we need a contact with PCH that could enter the diagnostics. 
	






















	7) Midwife Collaboration
- Suzanne Smith
	· Kurt is working on a directory of midwives. A Midwife conference is being held here on September 20th and will have presentations on CCHD, NBS, NBHS. A Southern Utah Midwife Conference will be held on either Sept 6th or Nov 8th. Attendees will be any midwife, members of UMO, everyone they can reach. 
	- Suzanne to confirm conference dates

	8) Pediatric Audiology Standards/Protocols
- Kurt Randall
	· We will be revising the standards to include CMV testing. As we complete them we will send out to this committee to review and make changes. One issue of discussion in the law is on page 5, R398-2-6 #3: “persons who conduct any procedure necessary to complete hearing…..as a results of a referral from an institution shall report results to the institution where the infant was born and to the department”. Since 1998 we have allowed the responsibility for tracking the newborn to shift when the baby transfers to another facility. Some of us interpret that the birthing hospital still has responsibility to monitor until the process is completed. If we adopt the philosophy that the birthing hospital is responsible all the way through the process, that takes out some confusing situations. Susie noted that, in Hi-Track, the transfer babies go into the “No Action” bin once they transfer. Debbie, at PCH, puts the data in as she gets it. A lot of Susie’s babies will be delivered and sent to PCH without her knowledge. AT UVRMC they get a lot transferred in. This could be a HIPAA issue. James is pushing for a decision on how to handle transfers. Karen believes that the final facility is the responsible one. When there are 3 facilities responsible, who really is responsible? Why does the rule say you must report to the birthing hospital then? With NBS the first reports do go back to the birthing facility. We will convene a small subcommittee: Kelly, Susie, Krysta, Kurt, Stephanie, Karl, James, Mike to discuss this and make a recommendation. Kurt will form committee. Kelly asked Susie about defining what your capacities are under HIPPA because the facility has been in care of that child. We need to get that answered. Susie doesn’t think she can call a parent of the baby she has never seen because they transferred out. 
	- Kurt convene sub-committee to discuss transfer babies and confirming diagnostics

- Susie will check with HIPAA policies at her facility

	9) Family to Family 
-Paula Pittman
	· Paula Pittman discussed PIP eligibility requirements and the referral process. The referral process all happens through BTOTS (Babies and Toddlers Online Tracking System). When they get referral, those come in through secure system and they immediately add to BTOTS so the EI agency and parent advisory from PIP is notified. This fall they are granted a part-time office tech in PIP (440 kids last year) to help maintain records. They have hired their current secretary, Susan Westergard for this position. Their new secretary who will start in September. Once baby is referred, they will send back the name of EI provider through PIP to the referring Audiologist. This will hopefully encourage more interaction between audiologists and PIP staff.  Kelly asked for directory of advisors by region. Paula is going to put this on their website. You can refer on a failed 2nd OAE. Harper asked on #5 “documented ear infections”, is this with documentation of hearing loss? Yes, there must be 2 OAE referrals or tymps and they will take referrals from pediatricians. They serve kids with conductive hearing loss for 6 months. Harper mentioned that this could be interesting to put in the AAP newsletter. Paula will send. They have another full time position because of the number of kids they are serving. Nothing has changed that much with conductive losses; they are just letting people know. They haven’t been flooded yet; 378 -440 kids this year. (Not sure of percent of fluctuating that comprises that group).  27% that exited this year did not qualify for services, but the reason is unknown (19% were conductive, but unsure of the other 27%). 
	- Krysta will send PIP eligibility and referral form to committee


- Paula will be adding directory of advisors to the PIP website
- Paula will send information regarding referrals to the AAP newsletter

	10) New Business
Future agenda items
-Kelly Dick
	· Please review the Medical Home Portal Website to verify that the content is accurate before their funding ends. Please review and get back to Charlene or Amyanne.
· Future agenda items: sub-committee to explore transfer babies
	- ALL review Medical Home Portal Website

	11) Adjourn
-Kelly Dick
	· Motion to adjourn: Suzanne, Jill
· Next meeting will be November 18, 2014
	



