ROUGH EDITED COPY

UTAH STATE UNIVERSITY – CASEY JUDD

EHDI-HANOVER D-EHDI PROGRAMS RISK INDICATOR MONITORING PRACTICES
FEBRUARY 28, 2017
1:15 P.M. ET

CART CAPTIONING PROVIDED BY:
ALTERNATIVE COMMUNICATION SERVICES, LLC
PO BOX 278
LOMBARD, IL 60148
800-335-0911
INFO@ACSCAPTIONS.COM


 	(Writer standing by.) 
>> SPEAKER:  All right, we're going to go ahead and get started.  There might be a sound tech coming in to try to take care of the feedback that's happening with the speaker, but just ignore the man behind the curtain, if that happens.  My name is Gabriel Bargen, and this is Jessica Stich‑Hennen, and we're going to present on the EHDI program risk indicator monitoring practices.  As a disclaimer, we have no financial relationship with anyone that might pertain to this, or claim to pertain to this presentation.  Actually, I think this was leftover.  We have no disclaimers.  All right, so, learning objectives for this presentation would include, hopefully, by the end, you guys will be able to identify which EHDI programs in the United States, as well as Canada, that replied to our survey monitor risk indicators for delayed onset hearing loss, as well as which risk factors they are monitoring, and also, hopefully, to explain at least one way that we can appropriately and consistently monitor risk indicators for delayed onset hearing loss.  So, through the JCIH 2007 position statement, part of that indicated that we are supposed to monitor these risk indicators for delayed onset hearing loss, and can anyone tell me, what does that, the surveillance for the monitoring of these risk indicators look like?  It doesn't tell us, right?  It doesn't tell us how to do that.  So, therefore, we decided to go ahead and do a survey of the programs to see how or if programs are doing that, and if so, how are they doing that.  
All right, so, what we did was, um, we created this survey, and between October 2016 and January 2017, we collected information, and, um, we're going to let you know what we found out.  So, we sent the survey to all 66 programs within the United States.  We also did our best to send it to the Canada constituents.  It was a whole lot easier to send it to the United States individuals, because we actually have a network that we use.  Canada does not have such a network, apparently, but what we did was we sent it to a couple individuals that we know that work in Canada with the EHDI program, and they were able to send it to their friends as well, so we actually received 37 responses from the United States and then 5 responses from Canada, and so, we kind of broke that down as the response rate, and so for the U.S., we had over 50 percent, and then for Canada, we had just under 50 percent with 45, if we counted just 7 territories, or excuse me, 11 territories, so we heard from 5 people from Canada.  This is what the layout looked like.  So, we actually heard from someone in all of the federal regions within the United States, which was nice, so we got a nice spread from the United States, and if you look at Canada, we also got a nice spread from there, because the 5 individuals we heard from from Canada were all from different territories.  One of the things we asked was, um, where, excuse me, how long of an experience did they have as program coordinators, which we thought was pretty important, to know if they knew what they were doing, right?  And most of the individuals that responded had actually over 8 years of experience with the program, which we thought was pretty good.  
There was also a good spread that didn't have quite that much experience, which is also a good thing.  It's nice to get new faces into the program as well.  We also thought it was important to ask about what is your background, because as you may or may not know, the job requirement for being a program coordinator for the EHDI program doesn't say you have to be, um, an audiologist, or you have to be a speech language pathologist or have to be whatever, and, so, we asked about the background of these individuals.  Several did have audiology training.  Sorry, this is kind of small, but 20 indicated they had audiology training, 5 had SLP training, 10 were early interventionists, 5 were educators for deaf and hard of hearing, 6 indicated they had education with children who had disabilities, and then 14 had other, and let me give you an example of some of those others, because it was kind of pretty cool to see the different backgrounds these individuals have.  So, we had 3 that had social work and counseling, 4 in public health, 1 was a parent of a child with hearing loss, 2 had epidemiology backgrounds, 1, nursing, 1, certified AVT, and 1 was in psychology.  So, I think it's pretty impressive the knowledge that we have running these EHDI programs.  That's pretty awesome.  All right, I'm going to let you take over, Jess. 
>> SPEAKER:  All right.  Okay, can you hear me okay?  I have a really bad cold, so I can't hear myself very well right now, so bear with me.  Okay, so, I'm going to talk about the responses that we obtained from the survey.  I'm going to go through questions one through six for you guys.  Um, so, question one was does your EHDI program monitor risk indicators, and this was just a yes or no question to kind of get a feel, um, for which programs were, if people were monitoring or not, and we were actually kind of shocked, because we weren't expecting a very big response in the yes category for this, but of the 42 responses that we received, um, 33, which was 79 percent of those who responded, actually said that their states monitor some kind of a risk factor, and that didn't mean, that didn't give us what they're monitoring at this point, it was just a yes or a no question.  So, this one is probably hard to see.  There was no way to make this easier to read, I guess, because there was several listed, but this question was which risk indicators does your program monitor, and so we gave them a list of choices for them to pick from, and then we also gave them the category of other so they could choose from other, but if you'll look at the graph, you can see that there are, so, we had 32 responses from programs, and at the far left end, those first four responses, over 90 percent of the programs that are monitoring risk indicators are monitoring those four specific risk indicators, which was kind of an interesting finding.  Um, if we, and I'll kind of read some of the other ones, we had an extended NICU days which had 28 responses, syndromes, ototoxic meds, which had 25 responses, um, and the list kind of goes on from there, but it was really interesting to us that those were the four that over 90 percent of the programs were monitoring. 
(Off mic.)
>> SPEAKER:  Yep.  It's family history, in utero infection, cranial facial anomalies, and jaundice requiring exchange transfusion were the four on the far left end, and our slides are online as well.  Sorry, we could make that one easier to read.  So, at the far right end of that slide was other, and so these were the things, and it was kind of interesting, what people actually wrote in as other, they had congenital diaphragmatic hernia, hypoxic events, hypoxic ischemia encephalopathy, medevac to a larger center, kidney dysfunction, Connexin 26, meningitis was listed a couple times on here, which was interesting, because it was one of the choices, so I'm not sure if they picked the choice and then also wrote it in, but it was one of the choices listed, and it was also indicated that they monitored it under other as well, and exchange transfusion was written in as well.  So, we had 9 responses that were written in for other.  Okay, so, the next question was do you provide your state audiology clinics with a guideline for monitoring risk indicators.  So, for the programs that answered yes, we monitor risks, were they provided some kind of a guideline for their state programs, and only about 50 percent provide guidelines.  So, this was 33 responses, so 17 programs said they do, and 16 said they don't, and now we'll get into what do they provide.  So, um, please describe your state EHDI guidelines for monitoring risk indicators, and this was interesting, because, um, there was 30 responses to this question, even though 17 said that they provide guidelines, there was 30 responses to what the guidelines are in their state.  
So, we're going to go through those.  Um, the first one was they follow the Ontario Infant Hearing Program Protocol.  This can narrow the program down, it's from Canada, and this is actually, it is a 96‑page document, and it is not just on risk factors, it's like their entire protocol for audiology in pediatrics, essentially.  Um, going through it, it's not an easy read.  I mean, the material is easy to read through, but it doesn't really give you a guideline on what you're actually supposed to do if you have a child with risk indicators.  Um, in the guideline, they find, or they listed 15 perinatal risk indicators, and then they had actually 5 acquired risk indicators that they said they monitor for, things like neurodegenerative disorders or chemotherapy that would be acquired later on.  So, this is their document, and we have the links on the power point as well.  Um, two indicated from the respondents that they follow AAP guidelines.  So, looking at that, there is a 3‑page document on the AAP website regarding this.  They indicate that there are six main risk indicators to monitor, and they, again, didn't really give a guideline for when you should test, how often you should test, and so, again, is it really, it's not really a guideline.  I mean, there's information about risk indicators, and it does say you should refer to a pediatric audiologist, but it doesn't tell anybody what to do.  Okay, um, next is we had 10 that indicated that they used JCIH 2007 guidelines.  We all know that that is great for finding out what the risk factors are, but it doesn't tell us anything more than having to see the child by 24 to 30 months of age, so again, that is another guideline that was listed that doesn't really give us a whole lot of information.  Um, so now we're going to go through some of the others that were written in.  Um, one program said they have no formal guidelines beyond reporting the risk requirement from the first screening.  One program said they evaluate at 9 to 12 months of age.  Um, the next program gave kind of specifics on their risk indicators that they monitor, so for family history, they see the child at 9 months, for a NICU stay, at 9 months and 3 years, syndromes, they are going to do ongoing monitoring once the syndrome is confirmed, congenital CMV, they said they do that every 3 months in the first year, every 6 months until the age of 7, but that is under review.  
Um, the next program indicated that they placed the risks into three categories, and each risk has a different timeframe for monitoring.  Um, and then, again, the last two, again, it's just, you know, they have, um, kind of different guidelines.  This one says, um, it depends on the risk factor, but no more than 6 months out, an audiologist rescreens, and then based on the history, they would go forward.  None of these are very concrete.  A couple of them are.  The first one has each risk indicator and a timeline, but in general, there's not really a concrete guideline that any program is really using, I don't think, that they stated in the survey.  Okay, so, do you have a different monitoring criteria based on risk indicators, which is kind of similar to the question before, but with that one, we were really looking at when they were monitoring, how long they were monitoring, what they were testing, and this one was kind of to look at individual criteria to compare them to one another, and for this, um, we had 32 participants that answered on the survey, and 18 of them, so 56 percent, said that they have a different criteria based on the risk indicators.  So, these are just some of the different criterias that are out there that are being used all over the country.  Some programs are using a tier system, so they have a tier one, getting referred by 1 month of age, tier two, by 3 months of age, and a tier three, within 6 months, and so, again, that one, it sounds like they're breaking it up based on how risky the risk indicator is, I guess.  The next program said they rescreen for hearing, um, every 6 months or every year, just depending on the risk indicator.  In Idaho, we use a classification system, where we have a class A and a class B risk indicator list, and that was our program.  
Um, we have different, the next program has different tiers again, and they recommend, um, some before 6 months of age and some not until 24 to 30 months of age, which is based on the JCIH recommendation.  Some people just indicated that they follow a guideline, and as I mentioned before, those guidelines don't really say, um, much more than which ones are, in JCIH, it says which ones should be done more frequently, but it doesn't say how frequently and for how long, but you can see that a couple of responses were based on guidelines.  Um, just some more interesting ones.  Um, the risk factors, again, are divided into tiers, and they do a 1, 3 and 6 months post‑discharge follow‑up.  A risk monitoring flow chart, and it depends on the risk factors, um, which would dictate then when the child is coming back.  Um, this program indicated that they are monitoring for confirmed CMV and meningitis, and that's the only ones that differ from the other ones.  Um, CMV monitoring is more detailed, and then depending on the risk, some children are recommended to be seen at different times.  So again, it's kind of all over the board from the responses we got in the survey.  Okay, so, this one, um, this one indicates how do children get referred for risk monitoring to an audiologist, essentially, and this, um, we let the participants select all, so they could pick one, or they could pick several for this.  Um, we had 33 participants respond to this question, and there were 69 responses, which meant in most cases, they were indicating that there's multiple ways that the child would get refer said for risk monitoring, um, but you can see it's kind of an even spread.  We've got 16 percent getting referred by the audiologist, the screening program was 17 percent, a physician was 20 percent, the EHDI program that, it says EHDI program refers after the screening form is received, that was 22 percent, and then, again, we have that other category, which is always interesting to learn about, so we'll look at that.  Um, we kind of clumped these together, and I won't read through them all, but just to kind of give you an indication, we actually broke these down and shortened some of them, because they were very lengthy answers on a lot of these, but for one of the others, they indicated that the way that they get, the child gets risk monitoring is based on their EMR, so somehow, in their electronic medical record system, they're indicating that the child has a risk factor, and somehow, that's getting to the pediatrician is what these top three indicate, that in their EMR, they document it, and that gets to the PCP, and they get testing based on that.  
One program indicated that every hospital has a different procedure, so that didn't really tell us much.  Um, the EHDI program is one of the ways that some of the kids are getting referred.  They said that their EHDI program sends a letter to the parents one year after birth encouraging risk follow‑up.  One program just says EHDI program monitors.  Um, hospitals will inform a family of the risk.  The EHDI program then reminds the family to make an appointment by sending out a letter six months after the newborn hearing screening was complete.  Another program sends a five‑month letter to parents and the PCP to recommend for that 6‑month rescreen.  Another way that they said that parents, or that children get referred for risk is that parents are provided with suggested testing recommendations, and I assume that means, um, when they were in the hospital, and then, finally, there's no formal process at this time.  Okay, so Gabriel's going to talk some more. 
>> SPEAKER:  Okay, so, the first question we asked was about do you monitor, but as we know, in the EHDI system, they are wanting to track that information too, so monitoring and tracking are two different things.  Um, so, the next question we asked was do you track the risk indicator data, and, um, for this question, 33 people responded, and 21 of them said yes, they do track it, and while 12 said they did not, so that's, again, a little interesting to us, when we feel like there's not much happening with the risk indicator information, but yet people indicate they are monitoring it and tracking it.  The next question, if individuals responded that they did not monitor risk indicators, we asked them if they would be interested in monitoring or learning more about it, and so, for this question, we only had 9 individuals that answered it, and, um, 7 indicated yes, they would be interested in learning more about it, while 2 indicated they were good, they had enough information.  And the final question we asked was about barriers, um, to potentially monitoring and tracking these risk indicators and what were those, and, um, for this question, again, there were a lot of interesting responses.  We allowed them to select any that applied to, um, to their situation, and we actually had, um, 41 individuals respond to this question, and we had over a hundred responses, so again, it kind of indicates that people chose, have several barriers in their way when it comes to tracking and monitoring these risk indicators.  So, 23 individuals said, um, they had limited education of risk indicators, and I'm sure most of you can agree on these barriers, 21 indicated that they have limited availability of pediatric audiologists within their program or their state, I should say.  Um, 29, which was the largest response, said they had limited resources for monitoring the additional information, so they don't have the, what they need in order to monitor.  10 indicated that they, because they're not required to monitor those risk indicators, they don't.  The 19 others, that's the one we're going to spend a little more time on, um, so, one of the responses was getting the right people to refer.  
Now, this was one we had to think, what do they mean by that, because it could be taken many different ways.  Are they talking about referring the parents to get this information?  Or are they talking about referring to pediatric audiologists?  We're not really sure.  You can take for it what it is.  The next one was parental attendance to follow‑up appointments, so we took that to mean that parents aren't following up with, um, with their appointments, so they're trying, but that loss to follow‑up is coming into play, and then, um, additionally, the lack of standard risk indicator protocols, which is kind of why we did this survey, was to try to figure out that information.  So, obviously, um, the EHDI program coordinators also indicated we need more guidance in order to be able to monitor and track these risk indicators.  Additional barriers, um, included staffing and/or funding related barriers, so resources as far as if we do track that information, that means it has to be entered, right?  You have all that data that you're left with, so you've got to have somebody do that legwork, which includes the time and manpower in order to do that.  Sort of related, but could be separate, data entry is also there as a barrier, so, again, you have to have the funds and resources and manpower to get that data entry completed.  There were a couple responses that were, well, there was a lot that were lengthy, but there were a couple long ones that were actually good and encompassing several of the barriers.  So, this one indicated information systems, the information system that they're using does not have the capacity to document risk factors, so they would need to upgrade and enhance those systems, which would take one to two years, and that would also take significant funds.  Beyond that, they'd have to educate and train the physicians to identify those risk indicators or help with the process, and then public health law does not require reporting the information.  So, it kind of spelled out these are the things that need to occur in order for us to be successful in tracking and monitoring the risk indicators.  
All right, last time, promise.  So, this one said risk indicator information would need to be collected, both from the birth records and the pediatric medical home in order to collect these that are, the risk factors that are both present at the time of birth and then also acquired, because as we know, those risk indicators don't always make themselves visible at birth, right?  Um, and the research on risk factors is better for some than others, and the cost of collecting the data and the benefits of having the data have not been shown to be worthwhile yet.  Collecting the information, storing, and most importantly, doing active follow‑up would be very costly, time‑consuming and not assured of the return on the investment, so more research is needed, and it needs to be done cost effectively.  So, they're right on.  They know what we need, right?  I'll let Jess finish up. 
>> SPEAKER:  Okay, so just to finish up, um, what did we learn from this survey?  Um, 79 percent of EHDI programs surveyed reported that they're monitoring risk indicators for delayed onset or progressive hearing loss, but only 52 percent of those programs are using some kind of a guideline for monitoring.  Um, again, I mentioned this one earlier, that over 90 percent of the programs are monitoring family history, in utero infection, cranial facial anomalies, and jaundice requiring blood transfusion.  EHDI programs' guidelines varied, as we reported.  40 percent of the EHDI programs out there are using JCIH or AAP guidelines.  Um, referrals for risk monitoring originate from different sources, from audiologists to screening programs, physicians and EHDI programs, kind of across the board.  Um, 62 percent of EHDI programs are monitoring risk indicators that actually are reporting their data, and then how Gabriel had just finished up, we have several barriers that have been reported in this survey, from staffing, funding, data entry issues, lack of protocols, which I think is probably one of the biggest ones, and then high loss to follow‑up rates.  So, just to kind of give you guys a little bit of information about what we do in Idaho for our risk monitoring program, um, we collect the data from the newborn hearing screening programs based on, um, our nurses or screeners will complete the referral form, and they will indicate, um, on a paper form whether the child has a risk indicator, that form is then sent to our EHDI program and entered into HiTrack, our data tracking management system, and with that data, this is just kind of a cool slide that we have just come out with, um, this is data from 2007 through 2015, so this is over 180,000 babies in the state of Idaho during that time.  
There's kind of a couple different parts here.  The 41 percent in blue are children who failed their newborn hearing screening and had no risk indicators, the 3 percent in orange are kids who passed their newborn hearing screening and had no risk indicators, so those two are no risk indicators, but have hearing loss.  The other 56 percent of the graph, so the gray and the yellow, are children who had risk indicators.  Um, the 43 percent, they failed their newborn, and they had a risk indicator, and that 13 percent, those are those kids who passed their newborn hearing screening, had a risk indicator, and were identified with delayed onset hearing loss during that 9‑year period.  So, this is why we do it in Idaho, because we know there's kids out there that have risk indicators and are going to have a delayed onset hearing loss.  It's a lot of work, and loss to follow‑up is, unfortunately, one of our biggest problems in Idaho, but we will continue to do it and hopefully continue to present data on it.  So, any questions?  Yeah? 
(Off mic.) 
>> SPEAKER:  Yeah.  Um, we had, the question was how many programs we surveyed, correct?  Um, so, in the United States, there was 66 EHDI coordinators that were surveyed, and there was 11 territories in Canada that we tried to reach out to. 
(Off mic.) 
>> SPEAKER:  42.  Um, 37 were from the United States, and 5 were from Canada.  Thank you.
(Applause.) 
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