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>> JANA ZIEGBERMAN:  Before I start, is anyone needing sign language interpretation?  Anybody?  I think you're set.  Relax and watch.

So my name is Jana Ziegberman.  I am a pediatric audiologist and newborn hearing screener at Boston Medical Center, obviously Boston, Massachusetts.  And I had two collaborators, Marcy Chant, the newborn hearing screening coordinator at Beth Israel Deaconess Medical Center and Margaret Toro, the newborn hearing screening coordinator bringing am women's hospital both in Boston, Massachusetts.  Unfortunately, Marcy Chant couldn't come so you get only me.  I apologize if I talk fast.  I will try to slow down.  My mother yells at me every day.  So high risk factors for hearing loss was first discussed and published in the 1972 joint commission statement.  Between '82 and '94, other risk factors were added to the statement, with each new statement, other recommendations have been added.  And will continue being added until the end of time.

The joint commission guideline in 2000 basically you can read this but the basic concept is, all infants who pass the newborn hearing screening but have high risk indicators such as auditory disorders, speech and language delay, progressive ‑‑ I'm sorry, brainstem auditory pathway dysfunction, et cetera, needed hearing follow‑up.  They never discussed when.  They never discussed how much follow‑up they need, et cetera.  So then in 2007, which is our current joint commission guidelines, they upped it a little bit.  So they're saying all babies that pass the hearing screening that are high risk have to at least have one diagnostic audiology evaluation by the time they are 24 to 30 months of age.  Well, that's a long time span.  Also within that, anyone that has specific syndromes, ECMO, infections, family history should be tested sooner.  However, they don't again specify when.  Technically earlier is 20 months, 18 months.  When is really the appropriate time?  Also, they discussed the timing and number of hearing re‑evaluations for children with high risk factors should be customized and individualized depending upon the relative likelihood of a subsequent delayed onset hearing loss so they state that but again they don't say that.  Surveillance and screening in the medical home.  That is a way for them ‑‑ I'm sorry.

Blanking for a second.

Basically is the pediatricians and they're saying in the AAP all babies should have regular surveillance of developmental milestones auditory skills parental concerns with the gatekeeper and if those babies have any delays they should have a speech and language evaluation and an audiology evaluation.  The way they figure this out is by parental concern and by validating the delays or global milestones at 9, 18, 24, and 30 months of age.  It's great they're monitoring them but some pediatricians unfortunately think that once the baby passes the hearing screening, check, they're done, they're set.  They think that everything is fine.  Some parents think the same thing.  A pediatrician can say you need a follow‑up hearing test but that doesn't mean the mother will actually follow up.  So the high risk indicators associated with hearing loss in childhood as we all know are caregiver concerns regarding hearing, speech and language development.  Family history of permanent childhood hearing loss, NICU care of more than 5 days or any of the following regardless of length of stay, ECMO, assisted ventilation, ototoxic meds, hyperbilirubinemia requiring blood transfusion, low birth weight less than 1500 grams, in utero infections such as CMV, herpes, rubella.  Physical findings are associated with the sensorineural hearing loss syndrome with sensory neural hearing loss or conductive hearing loss.  Craniofacial anomalies, syndromes associated with hearing loss, there's a zillion of them.  Neurodegenerative disorders, culture positive post‑natal infections associated with sensorineural, meningitis, head trauma and chemotherapy.  So we looked at three urban Boston hospitals with different protocols.  You'll see within those three hospitals, in a decent sized city, it's not New York city but it's a decent sized city, it's three different protocols.

Hospital A does ABR at 3 months of age for babies with hyperbilirubinemia at greater than 20 milligrams per deciliter.  In utero infection of MMC.  ABR at 6 months for syndromes or neurodegenerative can disorders associate with hearing loss.  Family history of hearing loss, in utero infection such as syphilis, herpes and rubella and ABR within the first 9 months for ECMO.  Behavioral evaluation by 1 year of age for low birth weight less than 1500 grams.  Comparing to hospital B, ABR at 3 months for family history of hearing loss, CMV, meningitis.  ABR at 6 months for craniofacial anomalies and other risk factors and behavioral testing somewhere between 9 and 12 months for NICU stay and prematurity.  Hospital C does ABR at 3 months, for CMV, family history of hearing loss and meningitis and behavioral testing at 6 months for all other risk factors.  As you can see, three different hospitals within I don't know how big Boston is, probably miles, three different protocols.  To an extent a little here and there the same.  But different.  So we have some interesting high risk cases to show how important it is for protocols and guidelines.  Case A, is a 32 week NICU graduate.  He has sorry, I know he's a he.  Sorry.  Oops.  Respiratory distress syndrome, hypotension, hypoglycemia, hyperbilirubinemia, only needing bili lights, no blood transfusion, grade 4 IV hemorrhage, intraparenchymal hydrocephalus, prosencephaly and ventilator for a month and then transferred to O2 at home and rehab where he was discharged to.  The hearing screening OAE and AB both referred for three weeks.  ABR was done down to 15 dB eHL via click stimuli.  Robust OAEs.  I saw them, they're huge.  Normal tympanometry and present reflexes.  You're thinking all right, this baby is doing good.  Mom thinks this baby is doing good.  We're thinking this baby is fantastic.  6 month follow‑up, normal tympanometry, absent reflexes.  All right, it happens sometimes.  Baby is a little fussy.  Absent OAEs but the baby is not fussy, baby is doing great, pretty quiet, being entertained.  Let's see what's going on.  Behavioral testing are response to 75 dB at 1,000 Hertz no startle.  Mind you, this baby has major developmental delay so the audiologist is thinking well maybe it's because the baby can't turn their head as easily, not responsive as easily.  No response to speech also at 85 so speech is interesting.  It's a little more interesting than tones.  They're going to respond.  Nothing.

So the baby was pretty quiet at first afterwards.  All right, why not?  Trying to do some more testing.  If you have time, you might as well.  Right ear we couldn't get to because he started getting a little fussy but threshold ABR, left poor morphology and no repeatable response at 80 dB NHL and was done with us.  Now we're thinking, uh‑oh, what's going on?  Unfortunately this mother did not come in when he was first referred, first scheduled.  And did can come in at a later date.

Tympanometry, something messed up I apologize but it was a couple of weeks, like a few weeks later.  Tympanometry was normal.  Acoustic reflexes were absent.  That was supposed to pop up first.  OAEs were again absent.  ABR responses not seen at 90 dB NHL via click.  Rarefaction and condensation stimuli ruled out auditory dys‑synchrony.  Uh‑oh, this kid has hearing loss.  Thank goodness we did high risk testing.  He has global developmental delay.  He's not going to respond to sounds as quickly he's not going to the talk at the normal time to talk because he has global developmental delay.  This kid could have gone forever without knowing this child had hearing loss.  They would have assumed because it's because of the global developmental delay.  Thankfully the audiologist was able to catch this.  So they recommended fit to be fit with binaural power BTEs.  The child was already getting early intervention because of the developmental delay and was referred to a hospital in Boston for cochlear implant evaluation.  I can tell you now that unfortunately, the parents are not the greatest at follow‑up and still hasn't had the CI yet and this is about 2.5 now, sadly.

Case B, normal full‑term baby in the nursery.  Family history of hearing loss, sibling has mild to moderate sensorineural hearing loss with binaural hearing aids.  Passed the ABR screen flying colors.  Follow‑up at 2.5 months.  Mild to mod recall sensorineural hearing loss bilateral and was reconfirmed.  Recommended binaural hearing aids, further information is unknown at this time, loss to follow‑up.  We have a lot of loss to follow‑up in Boston.

But this baby again would have been missed if the parents didn't bring the child in, if they did not get scheduled for follow‑up testing for high risk factors.  Case C, 33 week NICU graduate.  Hyperbilirubinemia.  Required multiple full body transfusions.  Again passed the ABR screen.  Follow‑up testing at 6 months.  Diagnostic OAE was absent.  Threshold ABR revealed, mod rally severe sensorineural hearing loss in the right ear and mod recall sensorineural hearing loss in the left and that was reconfirmed.  Recommendations was binaural hearing aids.

>> You know how high the bilirubins were?

>> JANA ZIEGBERMAN:  I don't know.  This was not my hospital so I don't know the level.  However it was obviously above 20.  Again I'm going to keep saying it, high risk.  If we didn't catch it, parents might not have can come in.  Case D, 24 week NICU graduate.  A little teeny tiny one.  Diagnosed CMV, required ventilation and tracheotomy so you have three risk factors.  Tiny little thing, CMV and ventilation.  ABR screen passed both ears.  Initial testing at 2.5 months.  Diagnostic ABR showed moderately severe sensorineural hearing loss in the right ear and severe sensorineural hearing loss in the left ear.  Then the baby was put on ganciclovir.  Luckily because it was caught so soon, most recent follow‑up testing after treatment at 4 months of age showed, grossly normal hearing in the right ear and mild to moderate sensorineural hearing loss in the left ear so luckily with high risk factors and monitoring they were able to treatment and the hearing came back which was lucky.  And I don't think the kid had any other issues other than the hearing loss initially.  Case E, normal delivery, ABR screen pass both ears.  Everything was hunky Dory but the mom and dad were concerned.  No response to sounds.  And no family history of hearing loss, no risk indicators other than mom and dad had concerns.  Testing, 3.5 months old, diagnostic ABR, found severe to profound sensorineural hearing loss from 5 to 8 and auditory dys‑synchrony was ruled out.  Recommendations repeat testing, consider binaural hearing aids.  I don't know anything about this child after that because it's not my hospital.  So as you can see, all of these, I'm probably going way too fast.  I am, geez.  I need to slow down.  Sorry, guys.

Good.  We'll talk a lot, how about that?  So as you can see, these babies all were high risk for hearing loss, and because these babies were scheduled for a follow‑up testing, they came in, the parents came in and the testing was done.  Personally at my hospital, I work at a city hospital so I have everything you can possibly think of that the parents might not come in.  Transportation issues, socioeconomic, language barriers.  Half my parents speak Spanish, Portuguese, Asian Creole, minimal amount actually speak English.  I've learned so many languages now so these parents need to have the follow‑up scheduled right then and there at least at my hospital.  Because if they don't, they don't come in.  I have found that many, many times that if accidently a baby got slipped through the cracks before they left and they didn't get that appointment, unless I call that pediatrician to make them remind them, they don't can come in.

Personally at my hospital I wish I could do some testing at a year but I can't, because my luck, that child will not come in.  Before I get to all the conclusions and thoughts, actually, I'll go on.  So the guidelines are correct in the fact that follow‑up protocols should be customized and individualized and early and more frequent assessment may be indicated for children with various risk factors.

So yes, we need to get them customized and individualized, but the question is:  What the appropriate time for what risk factor?  And what's more important, is ECMO more important?  Is family history of hearing loss more important?  Is the fact that the baby's premature more important?  How premature is premature?  Now they're considering it early premature, mid premature, late premature.  There's no mandate saying what specifically is premature for hearing loss.  Personally I test anything younger than 36 weeks because I have found hearing loss in kids after that.  Or children with ‑‑ so my hospital compared to Beth Israel is doing it very differently compared to bringing am and women compared to a hospital in Florida could be doing it totally different compared to a tiny little town in Maine could be doing it different.  Why do those children get different mandates than my children?  That's something that's concerning.

So the responsibility for determining any given time schedule for follow‑up falls on the medical home and the audiologist, which is where I was going.  The audiologist really needs to make a protocol in that hospital, and stick to it.

And then have the pediatricians stay involved and neonatologists stay involved with this.  My hospital, my neonatologist, know what risk factors are important.  If I miss something, if I did not know about some high risk factor and they see that kid didn't have an appointment before the baby was leaving they page me and say, this kid needs an appointment.  They make sure that that is known.  All the residents get lectures from me because I want those residents in their future to know the information, as well.

My pediatricians I work with, I have specific pediatricians that do more of the high riskers and they know, okay, well, it's the 7 month check or 8 month whatever it is, and the child does not have a hearing test.

They remind the parents, why didn't you come in for the hearing test?  It's important.

And I make sure my pediatricians keep on top of these things.  Unfortunately I have so many pediatricians I can't be too much but I try as much as I can.  Yes?

>> I agree with everything you're saying and [ Inaudible ] the same protocols with our NICU getting these kids actually if they refer into audiologist before they discharge because then we can follow them closer and we're connected.  What I am wondering though is your no show rate is so high.  What are you doing to change that?  The whole reason to screen is to intervene, if you're not intervening all the guidelines are pointless.

>> JANA ZIEGBERMAN:  I agree.  That's when I start bothering the pediatricians.  Luckily I have an amazing DPH department that really helps with that.  They call and they remind parents and one of the DPH, they'll be on one line with a parent and with me on the other line, rescheduling the appointment especially if the parents speak Spanish.  We have someone that speaks both languages which is helpful and they remind them how important it is.  My follow‑up rate for my high riskers are much better than it used to be.  Probably because I've been trying to get these pediatricians on board.  I've also had early intervention on board.

I have specific early intervention therapists that I have their emails, and I see that appointment's coming up, I usually try a week ahead to look at my appointment and I'll email them.  Hey, reminder, can you let them know when you see them Monday that they have an appointment?  So my follow‑up rate has been better.  Some of these are not my kids personally.

But we do have high risk, no‑show rate but we're trying to do better with it.  Our screening loss to follow‑up is not as bad though.  It's those, because it's 6 months out.  That's the problem.  That's where the pediatricians come involved.

>> One of the things we're doing with our NICU is making that 6 month appointment before discharge.

>> JANA ZIEGBERMAN:  That's what we do also.  We give it to them.  They have a piece of paper.  Another thing I wanted to say I will get to, whoever raised their hand I saw.  Sorry.

Actually, we'll get to that.  You go ahead.

>> Oh, okay.  So has Massachusetts considered making this a statewide program?  You're talking about hospital to hospital.

>> JANA ZIEGBERMAN:  Right.

>> Since you have awesome DPH.

>> JANA ZIEGBERMAN:  Funny enough at our state meeting we were trying to figure out best ways to work on this high risk factors.  This was half of our conversation during our meeting actually was talking about the follow‑up, working with the neonatologists, working with pediatricians, working with early intervention and trying to get this working.

>> So would a letter from DPH go out to the families stating ‑‑

>> JANA ZIEGBERMAN:  To remind them?

>> Yeah.

>> JANA ZIEGBERMAN:  I don't know about that.  That would be a lot of kids.  However, I will touch on this.  I am going to start doing this after writing this, I realized how important this is.  Not only having a ‑‑ well, my piece of paper when I send out I send out the little DPH brochure.  But I also give the NICU babies that are high risk or any baby that's high risk your baby passed the hearing screening, but high risk you need to be scheduled on this date.

>> Is it usually 6 months out for most of your kids?

>> JANA ZIEGBERMAN:  I am hospital C.  So 3 months for family history CMV and meningitis.  If we had ECMO I'd do that too but I don't have ECMO at my hospital and the rest is 6 months.

So I schedule it, I give it to the parents.  However, I think I'm going to change my format or probably have to add just a piece of paper because of the way our computer system is, it takes 5 years to get anything changed.  Your baby has high risk factors and these are the high risk factors, I'll name them all and check off the ones they are.  That way they can see how much high risk factors number one.  Number 2, that they physically can see what their risk factor is.  Why they're at risk and maybe more ‑‑ if they see it, they believe it rather ‑‑ glow what I mean?  I think that might help.  I know if I had a child, I mean, obviously I'm a little different, but if I had a child and I could why they're on high risk and check it off it might make me more nervous and want to come in more.

>> I missed the beginning.  Did you say that 36 weeks and below are deemed in your hospital high risk?

>> JANA ZIEGBERMAN:  Personally.

>> Because that's no longer the criteria.  The criteria is 5 days or more in the NICU and a 36 weeker wouldn't be 5 days in the NICU.

>> JANA ZIEGBERMAN:  Yes, if they ‑‑

>> Not necessarily.

>> JANA ZIEGBERMAN:  Not necessarily.  I have 38 weekers in the NICU.

>> I'm not arguing with that.  I'm saying just to test all 36 weeks and under isn't the current recommendation.

>> JANA ZIEGBERMAN:  That's the problem.  There's lots of different recommendations.  Say are saying 32 weeks,.

>> The CDC's recommendations and the academy of pediatrics list the 5 or 6 recommendations of which you touched on most of them but prematurity in and of itself that was an earlier recommendation that was changed in the recent guidelines.

>> JANA ZIEGBERMAN:  But prematurity is still one of the high risk factors.

>> I'm telling you it was changed in the recent guidelines.

>> JANA ZIEGBERMAN:  What's the week they're having right now.

>> The recent guidelines are NICU stay of greater than 5 days.  It doesn't say anything about prematurity.

>> JANA ZIEGBERMAN:  But it should.

>> Unless they were on a ventilator.

>> JANA ZIEGBERMAN:  Which is obvious.

>> I'm not arguing with you I'm telling you we need to get the group back together and ask them to re‑evaluate that.

>> JANA ZIEGBERMAN:  I agree.

>> But it's the joint commission.

>> JANA ZIEGBERMAN:  It's the joint commission.  Funny enough, I work with someone that was on the board so he's teasing me I'm talking bad about his guidelines.  But go ahead.

>> So are you saying the state itself the state EHDI program doesn't have any guidelines for you as an audiologist to go by.

>> JANA ZIEGBERMAN:  For high risk factors?

>> Most states don't.  Some do.  Vermont does.

>> New Jersey does.

>> JANA ZIEGBERMAN:  I'll let my DPH people discuss that one.

>> Are there any ‑‑ I'm trying to figure out what's going on in your state in terms of monitoring high risk it is an individual choice of the hospital.

>> JANA ZIEGBERMAN:  Of the audiologist that hospital, correct.  The city will be different than people out in the western mass.  Western Mass is people drive miles just to get to, miles and miles and miles to get to doctors appointments so it will be different there.  Just like in Maine in the big city it will be easier to get to an audiologist because you live closer than in Timbuktu, so near Canada so asking a child which I'll discuss, asking a parent to come in every six months might be hard which is why the guidelines the original guidelines in 2007 which is why they said, individualized because each hospital has to make it individualized for where they live and what's appropriate for their population.

I agree, I think that high risk factors should be taken care of appropriately the way that we do it in the cities.  However, I see their point which is why the guidelines in 2007 said that is because if you live in, I don't know very many towns in small areas, but if you live in a tiny town up in upstate Maine, you're not going to have an audiologist anywhere near you for hours so for you to be able to can come in every 6 months for a certain amount of time, they're going to, the pediatricians will say it's not that big of a deal possibly.  The parents aren't going to want to do it.  I don't agree with it but what can you do?  Did you want to talk about the DPH.

>> In Massachusetts we do for children who pass the hearing screening, if there are risk indicators, the family is notified at the time of discharge.  But like Jana said the hospitals handle it differently.  Some every child is ‑‑ every family is notified of the high risk indicators.  Others, nursing is taking a more in‑depth look especially around NICU.  We're looking ‑‑ we work a lot with the NICUs in the state.  We're in the process of revising our hospital guidelines and we're following the JCIH which has as you all recognize backed off some of the risk indicators and the frequency and pushing back more on the pediatricians who, to say yes, this child needs to come in so it's a balance.  We're working like all states we're struggling with it and working to see what we can do.

>> The only thing I would add is at the state level, we are analyzing our risk indicator data and I have pretty compelling evidence about certain risks that are related to hearing loss, so clearly, there's still things we should be paying attention to as far as risk factors go.

>> JANA ZIEGBERMAN:  Go ahead.

>> I think joint commission kind of backed off on how strict they were being.  Obviously by saying something like 24 to 30 months of age I think every audiologist when they read that said that's the age kids used to be diagnosed with hearing loss prior to newborn hearing screening so who in their right mind would wait that long?  I think they're giving a minimum of what should be and that each hospital or state or audiologist themselves can ramp that up and say, we're going to do some additional risk factors and we're going to do it earlier.

>> JANA ZIEGBERMAN:  Right but not all hospitals are doing that.  That's the problem.  That is the problem because it's so vague that just because we agree doesn't mean that the hospital ‑‑

>> By 24 months, the parent and/or pediatrician and preschool teacher will be concerned and the risk factors are pointless because they're not talking.

>> JANA ZIEGBERMAN:  Not if it's unilateral which is the whole purpose of this high risk factors et cetera, to make sure that you can have all these problems with unilateral, it doesn't have to go bilateral.

>> I think the previous joint commission statement was so strict that there was a backlash that it was like this is impossible.  This is way too many kids to follow that closely and then this most recent one, I think we'll see the next one be somewhere in between.

>> JANA ZIEGBERMAN:  Hopefully in the middle.  That's basically what I wanted to discuss is the middle ground.

>> The issue with the first one is there were so many negatives.  They were just way too negatives so the ones that came out almost exclusively negative when they had a single risk factor such as the prematurity that's why they dropped that and other risk factors such as ventilators became so important.  That's why they pushed that.  So they changed the recommendations theoretically.  That's at least what the commission said when I was on the phone with them.

>> The 24 months, do you find ‑‑

>> Oh, no, we ‑‑ again, our state gives guidelines.  In New Jersey we give guidelines and we adopt unfortunately the guidelines are state mandated that we follow the protocol the way the joint commission said.

However, in my hospital, I do like you said we send a sheet with everyone, and the sheet lists the risk factor and we do it by a year of age.  We recommend by 6 months, no later than a year of age.  That's just my hospital.  But the joint commission in the state says it just has to be done by whatever it is, 30 months?

>> Between 24 and 30 months.

>> Clearly, I think the emphasis has to be in two DeKalb County shuns, one get some evidence based guidelines from the audiological community about, it doesn't, these guidelines don't preclude our seeing kids earlier so I think if we can have some real evidence based guidelines as to what appropriate follow‑up would be for some of the higher risk factors that would be great.  But secondly, education in the medical home.  The message going home with parents from the neonatologists needs to be clear.  And the medical home, pediatricians are inundated with tons of information about developmental issues that need to be addressed

So I think clear guidelines for pediatricians would be, from us, would be more helpful.

>> JANA ZIEGBERMAN:  I agree.  Amy first.

>> I think I'd add to that and say as a neonatologist it's important for neonatology to help guide the pediatricians.  We know as we're sitting in the NICU that the baby was 34 weeks or the baby had a pneumothorax.  We know all those things, and I think if the neonatologists who were discharging these babies can include and we were talking about this earlier some direction for the pediatricians, then we'd be ably think that would help to streamline some of the follow‑up that's needed and help with education for the parents ‑‑ before the parents leave the hospital that that is something I think will help.  Not every pediatrician I think is as educated about all the issues in the NICU as the next.  Depending on what your practice looks like.  As you said there are some pediatricians who like to take our preemies and there are others saying, do you really need to send me this baby?  Can you suggest another pediatrician because they're nervous to take care of these kids because they have other issues.

>> JANA ZIEGBERMAN:  At may hospital I have certain pediatricians who love the high riskers and we work well together.  If they notice the can kid didn't come in they call them.  If they know the appointment is coming up they remind them which is fantastic.  Real fast, I will get to both of you.  Real fast, from what you were saying sorry down there.

I wish I could do sometimes with one year because it's hard for these parents to come in especially at my hospital, transportation, yada, yada, but my problem is if I don't schedule their appointment before they leave, they won't can come in because they don't have a physical appointment and we also send out the reminders, like, 2 weeks before on the computer system to remind them.

Our system only schedules out for 6 months and I can't rely on the parent to call to make the appointment and I can't rely on the pediatricians because they have so many kids.  And I can't even get them to remind them let alone tell them to make an appointment.

Some of my pediatricians are fantastic but not all of them are like that unfortunately.  There's too many in Boston.

You and then you.

>> I think we struggle, we tried to have more stringent follow‑up recommendations for kids that are ECMO and certain risk factors so we were saying, come back at 6 to 8 months for behavioral evaluation and at 6 to 8 months most of these kids aren't able to do a behavioral evaluation because they're delayed.  They've been in the hospital for months, or they're really premature or what have you.  The list goes on and on so then the parents get frustrated because they come just for their audiology visit.  They don't live close.  We're not getting anything at 6 months.  Then we get backlash from neonatology or the other follow‑up doctors that say we're having families come back and we're not getting anything.  It's not beneficial.  So then they have to come back for another visit.  So we're struggling with, is a year too long to wait?

>> JANA ZIEGBERMAN:  Technically I will get to you.  But technically, we're going to discuss this in a few minutes but they should be continued follow‑up only not at 6 to 8 months.  They should be followed up further later on anyway.

>> Right but we wanted something before a year.  We wanted something at 6 to 8 months but it's like at 6 to 8 months we're not getting a full evaluation so then do you remember a sedated ABR?

>> JANA ZIEGBERMAN:  No.

>> 9 is good.  9 months is usually pretty good for BRA.

>> This is what we struggle with and maybe we have a different population than other places, but I think we kind of were leaning towards 8 to 10 months because at 6 to 8 we weren't getting anything.

>> JANA ZIEGBERMAN:  Personally, I can get on most of my preemies, I usually can get at somewhere ‑‑ they don't come in at 6 months because they're premature so it's usually technically at usually more like 7 to 8 months old because 6 months after a discharge I schedule them at.  Which is when they should have been born anyway.  Is when I actually schedule them and I usually can get tymps, reflexes, most 6 months old are good with OAEs.  It's fabulous having a child specialist.  They entertain while you do the work and then I can do behavioral testing, visual reinforcement, at least get age appropriate levels and then I can get speech with inserts half the time, and I'm good to go for another 6 months.  Even if they're not normal responses at tones, at least I can get normal responses for speech which is important.  Then I see them again.  Go ahead.

>> I just have a comment as someone who does follow‑up as a neonatologist.  If we have children who we feel have global developmental delay all those children need hearing so they have to be tested.  You can't just cop out and say, they can't do developmental appropriate developmental testing, you may be trying to do with them.  In order to make a diagnosis of global developmental delay we have to rule out hearing loss.

>> JANA ZIEGBERMAN:  Exactly.

>> So I can't make that diagnosis as a practitioner without that test.

>> JANA ZIEGBERMAN:  That's like case A, my first one that little boy.  If we didn't do high risk testing, people would have thought it was because of global developmental delay he wasn't responding to speech so you have to know.  In that case I wasn't able to get the greatest responses so he was asleep so we did an ABR.  You can do an ABR on that age obviously in my office, no problem.  Or I'll have parents bring the baby in sleeping and I can do the ABR then.  I have them tire the kid out and wake them up early, tire them out and not let them sleep until they walk in my door.  Works great.

>> So are you recommending the kids for an ABR directly you have them try behavioral and if that doesn't go well they go to AB are R.

>> I I've g a heads up to whoever we're sending them to.  We let them know this is what the diagnosis is we're working with.  Some of the kids we see are a little older where we're trying to decide between do they have global developmental delay versus early signs of autism which is a whole 'nother ball of wax.

>> You still have to rule out hearing loss.

>> You still have to rule out hearing loss.  You can't make any of these diagnoses without testing so we'll give a heads up and the majority of the time if they can't do developmental testing then they need to do an ABR because you can't go forward without knowing that information.  And sometimes it's difficult because you have, you may get yourself into a situation where the kids are older and you do need is sedation but you have to talk to the parents and how important it is because if we're trying to decide between global developmental delay and possible autism in getting these kids into intensive therapy for autism, you need to know are they actually able to hear and participate in therapies we're trying to improve their outcomes with.

>> JANA ZIEGBERMAN:  Real quick I was going to say, you had said something about they only need an audiology appointment because I have problems getting parents in, I will coordinate, we have baby steps, I don't know if that's a universal thing.  I'm sorry.  But it's for our NICU babies and I will try to coordinate my appointment with their baby steps appointment or with the pediatrician appointment that's in my hospital or across the street.  And my, they tend to really work well with me.  They know when my testing typically is and they'll work with me.  So that helps that I set up an appointment.

>> That's okay, no problem.  So someone indicated earlier that Vermont has a standard recommendation for a high risk follow‑up which is true, we do.  But one of the things that we do do is at the Department of Health, any baby that does have high risk we will actually send a letter to both the family and the pediatrician reminding them they have an appointment at 3 months of age or at 6 months of age or 12 months of age.

>> JANA ZIEGBERMAN:  Depends on the size of the hospital.  That's another problem.  If you have a lot of kids it's hard.  I say that.

>> The state does that.  It's automated in our database system so it automatically spits out a letter when the babies are ‑‑

>> [ Inaudible ] as well.

>> Female Student:  That's good.

>> Jana, hospital screening protocol does require that families who have a child with a risk indicator they notify the pediatrician of what that risk indicator is.  Not just NICU babies but any baby that has a risk indicator for hearing loss.  Prematurity I just looked at our stats is the number one statistic for our kids with hearing loss.  I'll just say this quickly because it's not my presentation.

Of the babies that referred in Massachusetts, this is 2008 data, 33.3% of those kids had a known risk indicator.  But for the kids that had confirmed hearing loss, 69.3% of them actually had a known risk indicator for hearing loss.  And prematurity was number one.  Low birth weight was number 2 which of course that goes together.  Family history of hearing loss was number 3.  And assisted ventilation was number 4.

>> What defined prematurity?  What gestational age?

>> Under 37 weeks.

>> Less than 37?

>> Yeah.

>> JANA ZIEGBERMAN:  That's the problem.

>> Not to play devil's advocate but I bet of those kids who were premature, 97% of them also were in the NICU longer than 5 days.

>> Oh, yeah, I'm sure.

>> So it depends on what you're calling it.

>> JANA ZIEGBERMAN:  The question is ‑‑

>> The NICU thing encompasses more ‑‑ try to make the list shorter.

>> I don't have a problem with that.  It's how to measure that.  This is easier for us to measure because we get our information from the birth certificate and so I don't argue with that point at all.  These kids absolutely have [ Inaudible ] in the NICU or special care for 5 days.

>> JANA ZIEGBERMAN:  I think you.

>> Vermont person whoever you are, guidelines on a website somewhere your high risk screen guidelines?

>> Can you get them on online?

>> Yeah.

>> I don't think they're on our Department of Health website right now.  I'd be happy if you give me your card to send you our information.

>> Tennessee has [ Inaudible ].  What about otoacoustic?

>> I don't think it's online either but I can get you the person.

>> JANA ZIEGBERMAN:  Calling all states.  Glad I left a lot of time for talk.  So we might have already discussed some of these conclusions and thoughts but availability of diagnostic pediatric audiologist services may be limited in many areas so more specific guidelines for primary care physicians might be helpful.  It might be helpful in those areas that the primary care physician needs to be the true gatekeeper.  There's a need for audiology to develop more standard guidelines within the structure of the joint commission guidelines to assist screening and diagnostic programs in making decisions about follow‑up.  Like we said hopefully the next guideline, it will be more specific.

Guidelines will immediate to be evidence based, the specifics, this is from Peg.  But guidelines need to be evidence based so more research regarding level of risk for delayed onset and progressive hearing loss for various factors may be needed.  Example the difference between 32 weeks versus 35 weeks prematurity.  Bless you.  Parent education materials geared to risk factors may be helpful for screening programs.  Like I said I was thinking about doing is having just a form and it will be a check mark kind of situation.  When I give the appointment to the secretary in the NICU, they will also ‑ put that paper in so when the parents, when the baby is discharged the parent gets the appointment, where I'm located, when it is, et cetera.  That the baby needs to be happy.

And what their risk indicators are, that might provoke the parents to be oh, well, this is really important.  Not just another appointment.  This is why.  Maybe telling them why is more important.  To be honest I barely ever get to see my NICU mommy's.  They're not there when I'm in at crack in the morning.  They're not there.  The nurses and neonatologists talk to them.  If I have a piece of paper and they read it and I have everything in 4 languages it will help them.  Where audiologists are short in supply are there other acceptable screening tools that can be used such as OAEs and tympanometry.  This is the situation of a town in Timbuktu, is there other ways to do this instead of them having to Drive 2 hours to get to an audiologist.  Specifically a pediatrician audiologist would be preferable.  Final thought and future discussion would be, once the infant has been seen for initial follow‑up testing, should there be guidelines and protocols regarding the continued follow‑up and what should they be?  So we're already discussing when should they first be followed up.  How often after that follow‑up should they be seen?  I do it differently than other hospitals in my city.  What do you guys do?  I do every 6 months until they're 18 months if everything looks hunky dory and I get all ear specific information, see you later mom, let me know if there's a problem, tell your pediatrician.  But other hospitals don't do it the same way as I do it.  Some people go all the way to 3 years.

My appointments would be ridiculous if I had to do that but what does everyone else do?  Thoughts?  We have time so feel free to chat.  Go ahead.

>> Our clinic we do every 4 months for high risk kids, and then once we get ear specific, spending on the situation, the high risk factor we may do 6 months and we do that until they're 3.  At that point in our clinic the pediatricians do screenings so then we go ahead and leave them off for that and of course 5 school takes over.

>> JANA ZIEGBERMAN:  Anybody else?

>> Just a couple comments.  I'm from Alaska and we actually have our birth to 3 program has OAE systems so they can go out to different health centers and they might be able to conduct a screening OAE.

>> JANA ZIEGBERMAN:  So that's the echo thing I just listened to.

>> But even for the birth to 3 population so echo is typically the echo we were trained with.  Birth to 3 and we were also doing the head start program, 3 to 5.  So we actually ‑‑

>> JANA ZIEGBERMAN:  Right.  Echo is 3 to 5.

>> A little bit different but similar and can prompt whether they need to see the traveling audiology group or need to be flown into Anchorage or what we need to do next.

>> JANA ZIEGBERMAN:  Good example.

>> I typically for high risk kids every 3 months, initially, and then 6 months up until they're 3.  Until we can get a really nice play audiometry and start the screening process as they transition to preschool and school.

>> JANA ZIEGBERMAN:  How is your follow‑up rate?  Do they show?  Do you have a lot no shows?

>> Personally no because I hunt my family's down and I don't leave them alone.  It's a very personal battle but if you looked at it globally if we just had the systems in the clinics doing it, then it can be really difficult.  I work with the non‑native population so I have better follow‑up outcomes than the native population because they're way out in villages and lots of loss to follow‑up.

I did want to ask a question and spark a little conversation.  I missed first few minutes so hopefully I'm not repeating something.  But very curious how people are documenting well babies that are coming out with a family history of hearing loss and how we're following up on those babies whether they're being put into a database somehow, a lot of the time I'll get speech delayed kids in my office, they passed the newborn screening, I'll jump on the Oz system and they'll say there's a family history of hearing loss and I have an EBA on my hands, but there was no risk indication when they left the well baby because they were healthy well developed babies.

>> JANA ZIEGBERMAN:  My hospital the nurse practitioners and residents and the pediatricians when they go in and do their spiel with the mom in the room they, one of the first questions they ask is, is there any family history of hearing loss?

>> Is that because you've provided them literature?

>> JANA ZIEGBERMAN:  I think they were doing it before but I think I pushed it down their throats muff to remind them.  To be honest.  So that helps and they always page me, this kid has ear tag, this kid has a family history of hearing loss.  I have some that I have [ Inaudible ] nurse practitioners and pediatricians I work with.

>> The states that have a statewide program for tracking risk factors, typically will have a section on the newborn screening form for risk factors so it's required for the screener to ask those questions, whenever things aren't obvious, to either look in the chart or ask the family or ask the nurse to answer all those, say, you know, between 7 and 11 questions depending on how you boil your factors down so if you don't have a statewide program your hospital could choose to add the data on to your screening form.

>> I would agree.  That's what ours does to.  It has the risk factors form and gets inputted to the state system, then to the online charting computer system so we can look it up at any time what the initial risk factors were.

>> What state is that?

>> California.

>> Then they're putting it into your database?

>> We don't track them long‑term like that.  We set them up on our schedule to monitor with every 4 months and they come up every 4 months they'll send them an appointment to come in so that's the only way we do it.  But we don't have a database for those kids.  We get tons of well baby can kids with those risk factors because of the checklist sheet.

>> JANA ZIEGBERMAN:  Any other questions?  Concerns?  Discussion?  So this is where I got the information.  This is our email addresses if you have any questions.  I forgot my card so if you want a card I apologize.  I was rushing out to get to the airport.  And aren't they cute?

Thank you, and have a great day.  Obviously this is the reason why we do these things because of those cute little faces.

[ Applause ]

Thank you.

[ End of session ]
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