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>> All right.  I'm going to get started just because I don't want to get us behind.  Well then I need to wait for you, don't I?  
Okay.  
Okay.  I'm Cathy Lester, I'm the Kentucky EDHI coordinator and I've been doing this for about five years.  And in the course of the five years that I've been doing this, we have gone from having just a couple of hospitals that had outsourced hearing screenings to 14.  So we realized we kind of had a need to determine a way to work with these companies, especially when new companies came to the state.  So that's why we decided to do this presentation.  Because we thought if we had a need, other people might have the same need.  
Here's our objectives.  Basically I'm going to tell you what we did and hope it helps you.  
So in 2004 was when Kentucky had our first hearing screening outsourced company and it was one hospital.  One hospital was having trouble with the program doing what we wanted as a state program for them to do and they decided to seek out some additional services and they ended up contracting with a company.  It was just that hospital for a number of years and then in 2009, and this was all before my time, 2009 other hospitals in that same system also started contracting with them.  It was slow, a couple here, one year, that kind of thing.  So then in 2015, we all of a sudden got several, like six hospitals that were in the process of using another company, and there were two different companies.  So brand new companies to the state of Kentucky, none of them really had any clue whether the EDHI program wanted or what our expectations were, what our state laws were, what our regs were, any of that.  
So in Kentucky we have 49 hospitals right now that are doing hearing screenings.  This has decreased actually over the last several years.  We used to have 54 I think when I first started but with all the liability around maternity issues and things like that, size, big conglomerates taking over, we've seen a decrease in that.  We have 48 birthing hospitals and we have one hospital that just does get transfer babies, a children's hospitals.  That ends up with 49 hospitals.  All of our hospitals are assigned to have a staff person in my agency.  Now the EDHI program in Kentucky is part of the title 5 agency so we are the commission for children with special health care needs.  In Kentucky because of the gaps we have with the Appalachian areas, our title 5 agencies are also direct service providers.  We employee 12 audiologists, we have 11 officers throughout the state of Kentucky, we see patients as well as provide this public health EDHI kind of focus.  Because we do have these audiologists on staff, we have taken all of our hospitals and assigned them to our audiologists.  So all of our hospitals in Kentucky have an audiologist to provide technical assistance for consultation.  They also provide an annual review.  And so every year we look at their policy and procedures.  We look at the training of the people that are doing the trainings, their competencies, their data submission and follow‑up rates, all of those kinds of things.  We do this process every single year and it's been helpful because we build a relationship with those hospitals.  
We have yearly reports that come out of those annual reviews and we send those back to the CEO and the nursing contact for that hospital.  Now, for hospitals that have contracts with companies in Kentucky our laws are about what the hospitals do.  So if the hospital still chooses to contract with a company, that's on them.  We don't hold that company responsible.  We hold the hospital responsible.  And we let the hospital then deal with the company if the company is not performing to expectations.  We try to stay out of the middle of that.  
Part of our expectation with our hospitals is that if there are changes in staffing, nursing contacts, changes like who's doing the screening, is it a company or is it the hospital, we expect them and we require them to notify us as timely as possible.  Sometimes when staff leave that doesn't happen as quickly as we would like, but for things like this, we actually do get notified for the most part.  I mean sometimes we've been notified by a company and they'll say we're looking at coming in Kentucky and they won't necessarily tell us who, sometimes the hospital will call us and saying hey we're looking at so and so and we're in the process of this and I just want to give you a heads up.  Either way it goes, we're fine with how that happens.  We want to know what's going on in our hospitals.  
So again, in 2015, we learned we were going to have two new companies coming in and we were going to have several hospitals between these two companies.  These companies had never been in Kentucky.  We knew they were around.  Actually one I hadn't heard of.  One I had heard of, but hadn't ever worked with.  So we started thinking as a program what are we going to do.  How are we going to make sure that we have the same solid working relationship with these new companies that we have with our existing company.  And based on really I kind of based it on what we were doing with the one company that had been there a while and how we would replicate that to the best of our ability, because we feel like in the state, I think our partners in those companies would say, we have a good working relationship and we want to continue that.  
So the first thing I did was just kind of say how do I get this information to them.  And I decided that it would be better to have just kind of an in‑person training although there's some options with that and other people may do different things and I started thinking what's important for a company to know.  What's important not only for the company in the corporate people involved, but what's important for the individuals who are going to do the work.  
So I just kind of thought in this process, all right, let's identify the basic content items.  I felt like it was important for a company to understand our program history.  In Kentucky, we're actually ‑‑ I mean, we're backwards in a lot of ways, but we're pretty good with hearing screening.  
[ Laughter ]
I'm just going to say it like it is.  
We do really well with this stuff, I think.  We screen 99% of our babies, our loss to follow‑up is right around depending right around 11% to 14%.  We work hard at it and we do well with it and we want the companies that come into Kentucky to continue on in this way.  So we wanted a history, we wanted an overview of the 1‑3‑6 goals.  All of these content items ‑‑ I should back up a little bit.  We know that some of the stuff got covered probably in the company's own training for their staff.  But not from a Kentucky‑specific perspective.  And so I really wanted them to have the Kentucky flavor of what it is they're doing.  Some of this stuff may not have been covered.  I truly don't know beyond how to actually do a screen on baby, what was covered in some of the trainings that the individual companies did.  So I just assumed that they did the machine and I was going to do everything else.  Just to make sure it got done.  
So I added in information about hearing loss.  Because I know that the screeners, which is who my primary audience was going to be, the screeners may not understand a lot about hearing loss.  And why is it important that these babies get screened and if these families, because they're the ones interacting with the families, not the corporate office for the most part.  If the family is asking questions about this, I wanted them to have some kind of information about it, so that they could explain the importance of this process to the families.  Because often times it's them that are going to have to either take the acceptance or the refusal of the screening process if somebody decides they don't want it and they need to know how to not talk them into it but at least make the case.  I wanted them to know about loss to follow‑up and loss to follow‑up occurs and what our numbers are and ways that we try to address loss to follow‑up.  Because it is important and I also will later explain what we talk about with hearing loss and implications with hearing loss as well.  We have a compliance manual, as my friends in North Carolina know, that tells our hospitals, it's like 30‑something pages and it really goes through each of our standards.  We have 10 different standards that talk about screening process, data submission, data collection, training needs, all of these kinds of things and we expect our hospitals to go by this compliance guide.  So we talk about the compliance guide with these screeners.  Even though it's the hospital's responsibility to implement a screening program, the screeners still need to understand the expectations that are being put upon the hospital.  
We talk about JCIH best practice guidelines for hospital screening.  They need to know that what our program is doing is based on something that is not just us.  It's not arbitrary, but it is indeed the joint committee on infant hearing.  So we want them to know that there are bigger minds behind this than just ours.  
Kentucky policy regarding screening protocols.  You know, we went through a period of time, and I guess I was a little influenced by this, where people were just screening or rescreening one ear.  So they would pass on one side and refer on the other and they would just do their second screen on the ear that referred.  And so that for me was really more about making sure they understood that the both ears get screened every time no matter what.  And also we have some not definitive language, but some suggestions there about time frames, no sooner than 6 hours after birth.  We ask them to try to wait 12 hours in between the initial screen and the second screen.  Just to allow as much time as possible to elapse that's kind of what we expect in terms of the screening protocol.  
We talk to them about communicating with families.  I'm pretty sure their companies talk about that as well.  Actually I know they do.  But we want them to hear from us how we communicate with families so that when we are communicating with a family through follow‑up, we are all on the same page don't tell the family is not a big deal or all babies fail or it's the equipment.  Or any of the things that you all have heard from families that people in the hospital say.  So we go over that.  I know there are companies that are going over that with them too but it never hurts to say it again.  
I talk to them about specific data factors that we collect, both demographic and risk factors.  And we go through them kind of in detail really and I'll show you some screen shots of our training curriculum so you can kind of see how we do that.  We talk about how we collect our data, how it's submitted to the EDHI program.  So in Kentucky we have two different data systems that actually interact together.  We have Kentucky child which is a hospital data system, and that directly transfers, electronically transfers all of the hearing screens to the EDHI system overnight, every night.  So we get that.  They have to do the Kentucky child stuff, and then it comes to us.  So I show them some Kentucky child screen shots.  I do a separate training often on just Kentucky child because it's more than what I can do in an hour or two.  And it's a lot of information.  But it's I just give them an overview so they don't get so freaked out when they first see it.  I talk to them about statutory time frames because in Kentucky if it's a refer, a missed screen or a risk factor with a past pass, all of that information has to be entered within 24 hours of discharge into Kentucky child and then past pass with no risk factors is 7 days.  We go over how to get that done.  There's a transfer process overnight so if you wait until the 7th day to enter it, it wounds up being 8 days by the time it gets to me so I make sure they know the ins and outs of that system.  And annual data submission.  So every hospital in Kentucky submits data to us annually.  We expect them to track their own data outside of what is entered into the system and then we get together in our annual site visits and we review.  Here's your tracked data.  You said you had 16 babies or 60, but you only reported 55 of them and here's why this is important.  There could be five babies out there with hearing loss that we don't know about and aren't getting services so we use that as a system of checks and balances and we make sure that what they're putting in the system actually matches what's happening inside the hospital.  
So this is just a couple of the next few screens are going to be screen shots of the actual training curriculum that we developed.  This is just we've given the basic overview of JCIH.  It obviously is a long and complicated document.  I don't spend a lot of time on them, but I spend enough time for them to know that we try to follow this.  We talk about the different ways of hearing screening, and the reason I cover this, because to my knowledge there's not a hearing screening company out there that does anything but ABR.  But what we found is families want to sometimes follow up from a refer with people who do OAEs.  And I want them to understand the two different types of technology and why an OAE is not an appropriate follow‑up.  I explained to them the difference.  This is just a little bit of condition tent about how they're ‑‑ content about how they're different and what they measure.  I give them a difference in terms of what it means to the actual ear and where the screening goes and all that kind of stuff, and then I conclude that with if infants are screened with AABR and they get a follow‑up with an LAE, we could miss hearing loss.  And I think it's important for screeners to know that so that they can help families make the appropriate selection for a follow‑up.  A lot of patients do outpatients rescreens in Kentucky so that automatically covers that.  But if they're referring elsewhere, we need to make sure families know you can't just go to your pediatrician forte follow‑up.  If you do you run the risk of diagnosing hearing loss.  
They're fairly complicated for people to understand what's a risk factor and what's not.  We collect I think 13 risk factors and I know that's really small and I'm sorry I didn't know how big the screen was going to be.  We collect things like ototoxic medications, cranial facial anomalies and syndromes, maternal diagnosis of sepsis, diagnosis of seizures, syphilis, meningitis, rubella, CMV.  And we also track low birth weight, anoxia, 5 minute APGARs less than 3.  And I go into some examples of things.  A lot of the syndromes may not be diagnosed right at birth so it may not be relevant to newborn screeners.  But I try to talk to them about some of the ones that could be either discussed or there's some kind of indication on a chart that these babies might have this diagnosis or they might be ruling it out.  Down syndrome sometimes it's suspected, cranial facial anomalies, cleft lip and palate in some we show pictures but not in this one unless they want that.  We talk about ototoxic meds.  I give the common antibiotics and some of the ones that they might see either on an IV or in a chart or the family might know if the family is able to retain that at this point in their stay at the hospital.  Just so in case they see it they'll know wait a minute, I need to pay attention to that.  Family history of permanent childhood hearing loss is one that we track and we make sure that they understand this is not grandpa's hearing loss, we ask them to ask the relative, to name the relative, so this is mom's cousin or mom's sister or dad's sad was born Deaf or whatever.  We want that information.  We ask them to enter that information into the data system.  Because you check the box and if you check the box that says explain.  So we ask for that so we can help them make that determination if we have questions about it.  
This is some screen shots from our web‑based system and I go through this with them and then the second screen on that, the one on your right is the risk factor screen so that shows them how they enter the risk factors and what all is there and kind of gives them an overview of that so that when they see it and they actually have to do it later it won't be such a big deal.  
A couple more screen shots.  The final screen shot on this one over here is one of the most important ones because it's the one that says has this information been verified.  And if they can't proceed if they don't check yes and we talk to them about it's important to go back and verify.  Make sure you've got the right ear results correct and the left ear results correct and the demographic information correct.  Because once you save and finalize this record, it does not get changed.  It is not an editable record.  So the only way you can fix an error on this is if you delete the entire thing, you have to go through our central office of technology, request it to be deleted and reenter everything.  And that's a hassle and nobody wants to have to do that.  They have to check has this information been verified and they have to save and finalize.  Once they save and finalize, it's transferred to me, that night.  And it's done.  There's nothing they can do to it.  
So when they get done entering all their data, it's this one‑page form that can be printed out from the system and given to families and some hospitals choose to do that.  We don't determine ‑‑ we do not say you have to give this form to people.  But we like it because it has everything on it.  And it's one page.  It's tiny.  Tiny writing, but it's everything.  But hospitals, sometimes they choose not to do that.  Some companies choose not to do that and we don't dictate that.  So that's a little bit kind of our two data systems and how they work together.  Our one system in the hospital is called KY child C for certificate of birth, H for hearing, I for immunizations and L for lab data and we also added CCHD to that at the hospital level.  And our audiologist, separate issue all together, but our audiologists also can enter follow‑ups into KY child and those also transfer to me and that's a bonus because they get matched through that system.  So to implement the training we generally allow two hours.  We have never done it web‑based, but we would like to investigate that if we ever get money to get a platform for that.  Once we know that hospitals investigating this option or company contacts us and says hey we're coming into Kentucky, we work with them, find out when they're hiring, when their contract starts.  We try to train before they actually start screening so they have this information before they ever see a family.  We figure how many and where we've screened in rooms that were literally no bigger than a closet.  We've screened in rooms that were like a major big conference room.  So we're very flexible.  It's usually not more than a handful of people at a time because we're trying to help them schedule, they might do two here and two here, whatever.  We're flexible.  We'll do whatever is needed.  And we invite the hospital audiologist to attend this training as well so the screening company can meet the audiologist that's assigned to that hospital and we help facilitate that relationship as well.  We do ongoing consultation in this process.  I'm probably either on e‑mail or on the phone with some member of one of those companies three or four times a week.  And that might be a conservative estimate.  It depends on whether or not it's the time for data submission.  If it's data submission time of the year, it's a lot more than that.  And every time I communicate with a hospital around data or around process or around a baby that didn't have an outpatient appointment or whatever, I always try to copy the screening company contact person for that hospital.  If I'm contacting the screening company, I'll also try to CC the hospital.  It's a team and in Kentucky we are all on this team together.  So I think everybody has to be on the same page and everybody has to be informed.  
I think it's important as a state to make sure that you include all of your relevant policies and procedures.  So that if you as a state are looking at doing this, if you've got state mandated screenings and time frames and things like that that we do, you definitely want to pull that into it.  Reporting requirements, any risk factors, any information that is specific to your state not just general, I think it's important to include that.  And one of the people that actually was my guinea pig in this training said our presentation was a great overview and it resulted in better service to the families and better reporting and I can't ask for more than that.  So it made me happy.  I have one minute left.  Are there questions?  [Off microphone] 
14 out of 49.  So more than 25%.  I didn't figure out the math.  28%.  That's what it is.  
[Off microphone] 
There is and in Kentucky each hospital negotiates its own contracts I believe, maybe the system does it on behalf of a specific hospital.  Some hospitals in Kentucky do outpatient follow‑up screening.  Some hospitals don't.  Some of the companies really follow these babies if they have a baby that refers, they follow that baby and try to get data all the way to the hearing aid fitting.  Other hospitals are, you know, this is what we do.  We screen and we refer.  And we don't dictate which business model that they do.  I mean, I like the follow‑up piece, but I don't dictate that.  So we're open to what companies need to do or want to do, as long as it fits within our guidelines and we get our data and our babies get our service.  
[Off microphone] 
We have seen that occasionally.  Fortunately in my position I don't get those calls.  Because that would really stress me out.  But I have been told by at least one of the companies that if a family doesn't pay, they don't take action on that.  And so, you know, the one time that I can remember talking to a family about that, I did tell them that.  I'm like, you know, if you ‑‑ I mean, they're going to continue to send you letters and they're going to continue to send you bills and they might act like they're going to take action, but they told me they weren't.  That's a risk you as a family have to decide to take or not take.  But I don't encourage anybody not to pay their bill, but I certainly understand when people can't.  The other thing I do because I'm at the commission and we have direct service providers and if they need patient follow‑up and they're worried about the bill for the outsourcing company, our agency provides follow‑up to failed newborn screenings at no cost to the family.  We'll bill insurance, so if we don't get anything ‑‑ we tell all our hospitals that if family doesn't choose to get a screen in the hospital because they're worried about billing, any can come to us ‑‑ they can come to us for the newborn screen and we will do the screen at no cost to the family.  There's options out there and I feel like our screening companies understand that and they respect families for that.  I'm not in the room with them, but I've been told they do tell families that there are options if you choose not to do that.  Obviously everybody wants the screen done there because you want to know that it's going to be done before they leave the hospital.  Otherwise once you lose your captive audience, you're less sure of that.  

It's a combination of different ways.  A lot of times the nurses will do that and the screening companies just enter the results.  Sometimes the screening companies have a form that they use to collect data and they collect it and they enter it.  So it really, it's varies ‑‑ 
[Off microphone] they get that kind of stuff either from the nurse or from the chart.  But most of our companies I think have some kind of access to the EHR in the hospital.  At least a limited access.  Because they sign confidentiality agreements and stuff.  And any of you company people that are out in the audience can speak to this if you would like, but I've seen companies enter everything and how they get the data I think is usually from nurses, except they might ask questions like do you have a family history or things like that.  Or the nurses enter that part of the data and the company staff only enter the results.  So it's one of ‑‑ it's usually one of those two ways.  I think there's one hospital that they literally write everything down and the nurses enter it all.  So our transfer, our children's hospital, I don't think that company does any data entry.  
>> Question.  Did I hear you're with title 5?  
>> I'm with our title 5 agency in Kentucky. 
>> Audiologist assigned to a hospital, I would love to talk with you offline.  
>> Okay.  
[Off microphone].
>>  Both Kentucky child at the hospital level are EDHI IS system.  Our EDHI IS system is part of the title 5 agency's EMR.  We have a lot of capabilities that a lot of EDHI systems might not have because we also track our patients that way.  Everything is manually entered, unfortunately.  We have explored some options about trying to get some information transferred like from the screening machines even, because we know that's possible, it's done in some areas.  But we just haven't gotten anywhere with that.  We had some exploratory conversations didn't go anywhere.  Started over with the second company then people in my capital didn't really pick up the ball and run with it.  And we need them to do that.  
>> The experience with your outsourcing companies ‑‑ [ indiscernible ] [off microphone]. 
>> It's all done on site.  But you have a lot more hospitals than we do.  
[Off microphone]. 
>> It's in our compliance guide.  It really base on ‑‑ I'm a social worker by trade, I'm not an audiologist, soy for me it's all about relationships and part of what we do is have our audiologist assigned to hospitals is we build those relationships.  They call and say hey I have a question is this really a family history or this is a new medication for us, should I check this box and we really build that relationship and I have that relationship because my audiologists are the people that do the technical stuff with the screening, but I'm the data person.  So if they have a question about what box to check or how to enter something or any of that kind of stuff, then I get those calls from all of the hospitals.  My audiologists only have a handful each but I get all of them.  I have those relationships with those contact people too.  I know I'm way over time.  I'm sorry.  I didn't assign it.  
[ Applause ] 
[Session concluded]

