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	>> Good afternoon, everybody I'm Christi Bailey and I'm one of the outreach consultants with the educational statewide Resource Center on Deafness and we're really glad you're all here I'll be your moderator this afternoon so if anybody needs anything let me know remind me to put your phones on mute if you need to take a call you can go outside I'll be passing out the orange evaluations that you all know about and taking them up at the end.  We are on a tight timeframe here 30 minutes so if you're not staying for the second presentation if you would try to slip out quietly and we'll get the second presentation going as quickly as possible.  
	We're here this afternoon we have William Eiserman and Jeff Hoffman they will talk to you about "Monitoring and Improving Quality of Community-Based, Post-Newborn Hearing Screening Practices" thank you for being here.  
	>> Welcome, everybody, can you hear me okay?  Good.  It's great to be with you here today.  Many of you know about who we are.  We're from NCHAM and the Early Childhood Hearing Outreach initiative also known as the ECHO Initiative which has been in place for about 13 years.  We're funded by the Office of Head Start and the Maternal and Child Health Bureau to serve as a National Resource Center on early hearing detection intervention primarily for Early Head Start programs and other early childhood programs.  
	We always start our conversations with this simple reminder that every day there are children who have hearing loss who are attending early childhood programs like Early Head Start or other early childhood programs.  And we may not necessarily know who they are.  And so the question is how will we identify who they are?  
	And determine which children have typical hearing and which may not.  
	And the short answer to that question that we really use to serve as a sort of framework for the ECHO Initiative is the use of otoacoustic emission or OAE screening which you see depicted in these photographs here  These children are all being screened in their natural environments.  They are being screened where they are already playing or meaningfully engaged with their peers.  They may be in their outdoor play environments which you see in the lower right hand photograph here.  They are being screened by people that they know.  That they are already comfortable with and have relationships with.  And they are engaged in activities that often they are already enjoying.  Now, that's the ideal.  
	It doesn't always work like that.  But that's the aim that we have for our work.  We can screen children in a variety of environments, including Early Head Start program as I mentioned in their home or even in a more clinical environment and children can be actively engaged in a quiet play activity or be held or even sleep while the screening process unfolds  
	And that allows us to reach a large number of children of a wide age range and developmental abilities  And as a result of that, we're dramatically increasing the number of children that we're able to reach and continue to screen throughout that early childhood period.  And as a consequence of that, that's resulting in identification rates that we didn't see before because many programs prior to their use of OAEs were either doing nothing or ringing a bell or clapping their hands or doing some other kind of subjective screening approach that just wasn't resulting in identifications for reasons I probably don't need to list for this audience.  It's also important for us to remember as we have today's discussion why we are talking about continue to screen and the importance of that reminder.  Not everybody who is in the circle that surrounds young children are aware of the fact that the incidents of permanent hearing loss actually doubles from what we see at birth and what we see at the time children enter school where we see about 3 children in 1,000 at birth with permanent hearing loss we're seeing about 3 again by the time children enter school  
	It may even be more than that and the reason why I say that is because some of our original datasets shows we're identifying at least 3 per 1,000 during the first 3 years of life so that would suggest that it's somewhat higher as the research has shown but the importance is we all remember to remind those in the lives of children that hearing status is not stable and that a passing newborn screening result is not an indication necessarily of that child's hearing status in the subsequent years and why it's so valuable then for us to continually be engaged and find ways to reach children.  
	Now, we're going to talk today about our data and about the tracking process so it's really important for us to get right to that point.  And the point being that the best screening efforts the use of the best methods are only as good as our ability to follow children that don't pass.  
	So our aim is to implement a protocol which is this graphic right here.  We help programs implement a screening where every child is screened on both ears  And we typically have found that 25% of the children do not pass on one or both ears at that first screening.  And these referral rates are the most stable figure that we have found in our data and we've got data now in over 25,000 children that we have tracked pretty intensely.  
	So we see about 25% of the children that don't pass.  Of course, if they do pass on both ears, their process is complete.  
	Those that don't pass get a second OAE screening in about two weeks and we find at that point that our pass rate actually goes up and we're now down to about 8% that are still not passing.  That's 8% of the total number of children that we started off screening.  And those children are referred to a health care provider for a middle ear evaluation in which that arrow is pointing up to the oval box there, they get a middle ear evaluation.  And any necessary treatment that the health care provider deems necessary.  And then the child is screened again, which you see in that yellow box there.  
	And we find at that point that most children pass at that point.  But some don't.  And those that don't are referred to an audiologist for a complete audiological evaluation.  
	And it's at that point that we are identifying the children that I'm talking about having been identified with permanent hearing loss, whether that's unilateral, bilateral, mild, moderate or severe.  The effectiveness of having a protocol like this to serve as a framework for programs to use is really dependent on having a couple of other things in place.  
	One is obviously we need a way to document the use of this protocol so this is hard to see on our Web site which is kidshearing.org you'll find all of this information as well as a whole set of video tutorials that are designed to help people develop, plan and implement OAE screening.  But this protocol essentially follows -- this form follows the protocol exactly.  So it walks people through the process of the initial screening, what to do if the children don't pass the second screening, the referral for the middle ear evaluation, and then those that continue on there's a second form that walks them through the remainder of the protocol.  It's absolutely critical that programs if they don't use a form like this, that they have something that follows the protocol that logically continues to walk them through the process.  
	Now, once we've got this element in place, there's another key element that's essential to having success and implementing an OAE screening program and that is that we're able to track children as a group.  Through this process of implementing this protocol.  And Jeff Hoffman here is a pediatric audiologist and our Outreach Coordinator, he's going to walk us through the use of this tracking tool so that you can see how the data is all put together  And then we're going to hear from a couple of states who will talk about how they are using that data to link to some of their other newborn follow-up efforts and their expansion in their states.  
	>> DR. JEFF HOFFMAN:  Thank you, one of the things as we began working with Early Head Start programs was that you know they all have their data tracking systems.  There are some that are commercially available there are some that the Office of Head Start has contracted to develop.  
	But the purpose or the information that's reported on those is basically did the child pass or not?  It doesn't give them any indication of how they are doing, what they need to do next or anything like that.  
	So we a couple of years ago put together an Excel spreadsheet.  We purposefully used Excel because most programs have that available.  So they didn't have to purchase any additional software.  
	And the -- we'll just go through.  It's really hard to see this.  But I'll talk us through this.  
	The first part of this log -- and do -- I guess I've got arrows going in there.  
	This first part here is basically -- it's individual records that are taken from the forms that William just showed that this part here is basically identifying information.  And -- but there's a column over here on the left that is a magical column.  It's got some hidden formulas in there.  So when a child reaches certain outcomes, the word complete enters into that column.  
	So when a child has passed that first OAE on both ears, the word complete shows up there and it gets recorded here.  
	If they have passed on both ears on the second OAE, the word complete.  
	So this gives the Early Head Start providers the indication of oh, we're done with all of these kids that have complete in the left column but those that are blank, we still have something left to do on those, they are still in process in some way.  
	We can record first name and last name  Sometimes it's on the data system we'll skip the next three columns there and just go to an ID number.  Most of their data systems generate a unique identifier.  And we have basically asked them to put this in, asked the providers to put this in, because this log, this tool is also very helpful from a technical assistance perspective from our work back with the programs  Not only does this log give them a tool that they can see what they are accomplished and what they have yet to do.  But they can also send the results to us minus all of the identifying information except for that unique number.  And I go through and I dump that into another data system and analyze it and look at that initial refer rate that 75% that William mentioned and see if they are in that range in a range of about 75 to 80%.  If they are lower than that, then there's some work that probably needs to be done.  
	Their screening is probably not up to what we would expect.  So they are getting a higher refer rate.  
	If it's higher than that, that's usually an indication that they are an experienced screener.  And doing really well.  But we look at that.  Around 75%.  
	But I'll get back to the ID number.  The ID number, because we don't have any names, they just send us the log without the names.  It allows us to communicate back and forth with the programs.  And child No. 1075 here is what I'm seeing  
	I also take a look at in addition to the pass rate, the initial pass rate, I also look at how timely are children moving through that follow-up protocol.  
	Because we don't want children who have not passed a screening to be stuck in that no further work.  
	So we want to see them move to a second screening to the middle ear evaluation, to the third screening, to the audiologist in a relatively short period of time if at all possible.  
	We also just allow them to put in a site or a class or a location.  
	The blue column here, we added about a year ago.  And this is a column that as we worked with EHDI programs as we worked with Early Head Start programs it became apparent that Early Head Start did have a place in reducing the lost to follow-up, lost to documentation rates of the EHDI programs.  Early on probably about four or five years ago after we started this and started working between the two groups to do some data sharing, one Early Head Start program started to report to their EHDI Program and in the first 67 children that were reported, two were lost to follow-up lost to documentation system.  So it closed the loop.  With a little bit extra work on everybody's part to do that we were just talking with an EHDI coordinator yesterday that there was a child who was lost to follow-up I mean totally lost to follow-up they didn't have addresses they didn't know where this family lived whatsoever.  The Early Head Start program screened this child, the child referred they told the EHDI Program about it.  And the EHDI Program then started the whole follow-up process because they have now found this child and the child ended up having a severe hearing loss so this is a child who would have languished for who knows how long because it was a fairly remote area without any services where we were able to close the loop, we being the whole system, Early Head Start programs, EHDI programs and our tools.
	>> DR. WILLIAM EISERMAN:  One of the really, really cool things about that particular story is that the Early Head Start program (away from microphone) the child for a diagnostic testing.  And what that had done -- I don't know how those (away from microphone).  
	>> DR. JEFF HOFFMAN:  And those are the ones we know about.  I'm sure there are others but I'm sure there are others that have surfaced that are pretty apparent that is a value in trying to pull these screening systems together  So in addition to entering information about the child, first name and last name but we can also have them enter the date of birth, the birthing facility and the mother's name  Those are three data points that typically if you've got two of those three from an EHDI perspective, you can start to zero in and start a match.  If you have three of them especially if it's mother's maiden name, you probably will be able to make 100% match that you know 100% that this is the same child.  So you can start to pull those together.  
	So that's the identifying information.  William mentioned that the log really does follow our protocol.  One of the things we encourage Early Head Start programs to do is to make that connection with the EHDI Program in a couple of different ways in addition to just saying, hey, we're doing this.  But also to gather the newborn hearing screening results because that's another place where they can enter into this reducing lost to follow-up Loss to Documentation.  
	Because if the child has not passed and they see that, they can begin to make that contact.  If the child didn't get screened many of the Early Head Start programs serve new Americans and as you know the United States does a pretty good job of screening almost all of the children.  Some other countries do, but many don't.  So that's a point where they can begin to screen children who were born in another country and didn't get screened.  
	So we have a place for the date of the first OAE screening.  We can put the OAE 1 pass results.  If the child didn't pass being either a refer or a could not test in one or both ears, they enter that data there.  And you'll notice up above that there's a little arrow that goes from the could not test column over to OAE 2 once again this is following the protocol and the arrows are directing them where do I need to go next.  
	Okay -- oh, I had an arrow for that.  
	Okay.  Some of the children leave.  Head Start is a very mobile population lower economic groups so a lot of times there's a lot of mobility  So we permitted them to mark they exited or passed OAE 2 or not pass or sometimes they skip for whatever reason they might skip to the next step if there's a valid reason.  Yes, question?  
	>> (Away from microphone).  Recommended is to rescreen in a couple of weeks and then if the child still doesn't pass they go on to the medical consultation and there's the capability if the child left the program before they got -- that got done they can enter that if there was normal or no conditions detected they can enter that or if there was some type of a middle ear dysfunction or whatever that was identified then they can mark that and of course they will move through once that gets resolved or they can skip.  
	And then we come to the last part of the protocol which is the third screening the OAE 3 screening after middle ear consultation and everything is clear there and we can once again get an exit, a pass, a not pass or a skip and then on to the audiologist for either the diagnosis of early -- of normal hearing or permanent hearing loss.  That's our data system it's a tracking tool it's relatively easy.  We're trying to work with a variety of states on actually kind of short circuiting this and being able to work more collaboratively with the EHDI Program.  And using EHDI's data system to prevent duplicative efforts so we're going to hear from two EHDI coordinators here, Liz Abby -- well Stacy Jordan is an audiologist no longer an EHDI coordinator but an audiologist in Vermont.  They will be presenting but Liz is an EHDI coordinator in Kansas.  Do you want to talk about how you have worked with the Early Head Start programs?  
	>> Sure.  
	>> Okay.  I have worked in Kansas for the last seven years as the coordinator.  And the person before me had already started working with Jeff and William and at that time we were providing training for the Early Head Start programs.  When I took over a year later we started taking it another step further and started doing some data stuff with NCHAM.  But one thing that I did was that we signed an MOA with the Early Head Start programs.  And that was not only to allow us to give them information such as they could call us to get the newborn hearing screen result but also if we had a child who was lost to follow-up and we could not find this child, we would reach out to those Early Head Start programs in that area.  And just simply say, this is a child we're looking for.  Do you have them in your system?  
	If they did, yes, great.  Were they screened, have they ever been screened?  If not, then we had to seek elsewhere.  
	About two and a half years ago we also picked up Parents as Teachers and so I do a lot of training with parents and teachers and Early Head Start still to this day whether it's a refresher or we have no programs.  But we also do the same thing with them, as well.  We don't ask them to send us all of the Early Head Start data because that is just way too much for our staff to go through.  There's four of us.  So that's where we sort of turned it around and said, hey, let us contact you when we're missing a child and so far that's worked really great.  
	>> Hello.  So in Vermont, our Early Head Start programs -- well, first our database is a fully integrated database so we have our vital records, which start with the birth certificate, our newborn hearing, the bloodspot, lead screen, tell me if I'm missing anything, immunizations and to the development screen is the next big one there so our children have one single record and then all of these different tabs or rooms in their charts with the different program's information.  
	Our Early Head Starts have access to that system they are granted access but the state Department of Health and the families actually sign a release when they enter Early Head Start saying that they are aware and agree that the Head Start will be accessing their immunization information, hearing and all of that.  
	So that's been great because they are able to go in and see what Jeff and William are trying to capture, if their child had ever been screened at birth, whether they are a brand-new baby or a toddler.  
	Currently they are having families sign the second release to share their hearing screening information back to us.  
	At some point they are going to do a two-way.  They are going to try to consolidate that and make that a two-way.  
	So on all of the families that do sign that, which is most of them, and we are taking any hearing information they want to give us.  In Vermont.  And then something that's kind of unique is that we have been working with all of our community partners who provide hearing screenings and training them how to directly data enter their hearing screening results which takes away the workload that Liz was just referring to that does get daunting when you're getting hundreds of hearing screenings in on children throughout the years.  Is there anything else you want me to share?  Anything else?  Okay.  
	>> DR. WILLIAM EISERMAN:  So these are just two examples we have Randi Winston from Arizona who is doing amazing things there.  We have all sorts of interesting collaborations between Early Head Start, Head Start programs, and EHDI programs, so the take-home message we would like to leave you with is that first of all, every Early Head Start program and Head Start program in your state is already required to do hearing screenings.  So there is a setting there poised and ready for collaboration.  Every state also has a Head Start state collaboration office which is set up to do primarily this.  And that is to collaborate with others who are engaged in shared areas of interest and hearing screening and follow-up is one of those.  
	And then the last point is to remember that as you work collaboratively with programs, that it's more than just equipment.  It's more than just having a good training process to help them use that equipment they need to have a protocol to follow.  They need to have really clear mechanisms for documenting outcomes that follows that protocol and they need a system for tracking those children as a group through the screening completion.  
	Once you have that, then the ability to share data and to start closing the gap so that not only are rescreens being followed and documented in a logical way but that we're closing the gap on children that were lost to follow-up.  So can serve lots of different purposes.  So thank you for joining us here.  Art is here too from Pennsylvania he's been a long term lab rarity with us so we have worked in just about every state now so it's really wonderful to see how this is unfolding.  So thank you.  
	(Applause) 
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