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>> Are you ready?  1, 2, 3, are we on?  Can you hear me now?  Say the word hot dog.  Say the word baseball.  
So we're going to talk about the EDHI follow‑through guide project that we are doing in Texas.  And so I'm Sarah Wainscott and you guys were all here before, right?  Okay.  So we don't have to do the introductions again.  You know our team.  Let's go.  
My objectives, again got to do the objectives.  We want to describe the development of our EDHI partnership.  We want to identify some barriers to follow‑up and some parent‑driven support to address those barriers and we want to talk about that follow‑through guide implementation project and some measures that we have thus far of its effectiveness.  
So this is why loss to follow‑up is a big deal.  It's a bigger deal in Texas because everything is bigger in Texas and you can see even as of 2014, loss to follow‑up nationally is 34%, and Texas is 55% which frankly is an improvement but still.  I can tell you that our numbers for ECI at loss to follow‑up are even scarier.  At ECI we're at 71% loss to follow‑up.  And the nation is 24.  
So when we know 1‑3‑6 makes all the difference ‑‑ early childhood intervention.  When we know 1‑3‑6 makes all the difference for our deaf and hard of hearing babies and we know we're missing it by a mile in Texas, this is a big deal.  And this is the impetus for the follow‑through guide project.  This is what we're targeting.  Yes?  
[Away from microphone]. 
Loss to follow‑up or loss to documentation.  We don't know what happened to them.  But as babies that refer and we are looking at what percentage actually get to the are documented as diagnosis we're missing half of them and when we look at what percentage should be at ECI, we're missing even more.  So it's a problem.  And that's our job as the follow‑through guide is to help them get to the next step.  All right?  
So this partnership came to be and we have two primary priorities.  One is we're looking at parent‑to‑parent support, we want to leverage that to help facilitate transitions for those families.  To make sure they get from screening to diagnosis to intervention in a timely manner.  So the ones we're targeting are the ones who haven't made that transition in a timely manner.  The other thing we want to do is follow through with providers.  So when that transition doesn't happen, to be able to go back to the provider and to coach them on how to get on the family to the next step.  Those are the two primary targets of the project.  
And so what does that look like?  Well, every week or so the families that haven't made that transition, there's a data pull from our OZ system that comes from the department of state health services.  And so that comes to me, I'm the coordinator of the project.  And I get a bunch of confidential ID numbers and I'm able to go into that OZ system, I'm able to make hands and voices a provider on those items and then I send part of that list to one of my different follow‑through guides.  They're able to go into that system, to open up that specific child's information, and make contact with that family.  
So they contact that family, help identify what those next steps ‑‑ what the next step is, and all the communication happens by phone.  There was some questions in another session about text.  We do use texts.  Our rule in terms of our protocol is if we haven't been able to connect with that family after three phone calls, we'll send a text.  But that just says hello this is who I am.  I'm trying to reach you.  It's no confidential information is shared over the text.  
[Away from microphone]. 
How do I get those confidential ID numbers?  We're in partnership with the department of state health services.  And my guy at the department of state health services does a data pull.  He goes to the OZ and he works his magic.  Do you want to address that, Doug, how he gets that?  
>> So Scott will do a query of let's say for example children who should have been referred to ECI but weren't, so he will pull those and then he will send that over to Sarah.  Just with the CID.  The confidential ID.  Through contract, through an RFP.  And because it was my little brain child because when I looked at that number 2 the one that was in middle.  I said we're supposed to have ‑‑ the parents were supposed to be part of the EDHI process in the JCIH but I went they're not here in Texas.  So we decided to bring them in.  So we did an RFP so they're under contractual relationship with us.  So they're working on behalf of the department of health services Texas early hearing and intervention. 
>> Just in terms of the HIPAA is a big deal.  I understand where you're coming from.  So our follow‑through guides cannot log into the OZ system as department of state health services.  They don't have access to all that information.  They only have access to the specific ones that we have activated, if you will, for hands and voices.  And then we've given them a finite number of confidential ID numbers.  So the information they get is pretty restricted.  
So we do have scripts that are used.  There's some flexibility.  Obviously you don't want to sound like a robot when you call them, but there's pieces of data we want to collect every time.  One of those questions is eggs were you educated about early childhood intervention when you met with your provider.  That's one piece of information that we're trying to get.  
We're able to follow the family's lead so as we take data, I have columns of data that I get, but then I also have a box that's narrative data and that guide is going through and she's identifying those barriers to that family's follow‑up, talking about their experiences or indicated that they did have a follow‑up that just wasn't input into our system.  
We have a specific follow‑up plan in place.  So after that family, we help coach them to get to that, make that appointment.  There's another phone call made to make sure that they got to that appointment and what happened after that.  
All of the information that we gather we report back to our state system.  The MIS system is updated.  And then when we identify a problem with a provider, subsequent calls are made to providers and Jennifer is going to address that.  That's what she does.  
>> We talked in the first session about those parents and I just want to reiterate the priority of those parents.  And we're intentional about the parents that we select.  So we want experienced parents of deaf and hard of hearing children.  We're not talking to somebody who's two years out.  We're talking with someone who's got a little more skin in the game who has a perspective that's a little more long.  We're looking at someone who is philosophically aligned with us.  We don't want somebody who's got an agenda they're trying to push on family.  They're trained like we said through Texas hands and voices and through our EDHI system.  We have folks that are culturally competent.  We have folks that are Spanish speakers.  We've had folks also that are able to use ASL, though certainly that's not the bulk of the families we're calling.  They provided practical perspective, sensitive engagement, they're passionate about the mission, all those things.  
Did we miss one?  
All right.  And so I'm not going to go through all these, but what I want to reiterate is that this didn't happen quickly.  Doug initiated this process and we started our partnership in 2014 and we took some baby steps and even stumbled a bit at the beginning.  We are just finishing up our second full cycle.  So the information I'm going to share with you is really reflective of not what happened in 2014 but what happened with those second two cycles.  
So this is some of the information, some of the data that we're able to share.  We've had about 2,000 families that have been contacted.  And those are families all that were lost to the system.  About a third of the families that we contact are in Spanish.  And it's interesting because when we look at that MIS system that are families that a lot of them indicate English and some of them have some English but there's a difference between requiring Spanish and preferring Spanish.  And we found out that when we changed that just a little bit that there were a lot more families that preferred Spanish.  We were able to meet their needs better.  Jennifer has contacted over 120 service providers and she has provided a lot of them with coaching on best practices, family centered supports and we know that and we were very, I've got to say at the beginning, motivated to engage with the families, and the department was much more interested in us than we were about engaging with those professionals.  But by shaping the way that professionals engage with families, we're able to impact many more families.  I would also say that we anticipated some pushback from those providers because there's a difference between a fellow professional calling you and a mommy calling you.  Are they really going to buy into us in terms of credibility.  And this really speaks to what Jennifer has been able to accomplish.  She has a really solid, credible relationship with them.  
The age of the infants when we started the project in 2014, we were calling babies that were nine months old.  We're calling the parents of the babies that were nine months old.  So hello, they're not in the 1‑3‑6 window anymore, right?  We still want to bring them in, but our intent of keeping them 1‑3‑6 was not going to be met.  At this point we're calling within four weeks.  So in fact last week when I called Scott, he said, you know what?  The babies I got now are only two weeks old.  Give these parents some time.  Because we're caught up with those babies.  We're engaging with the families very early in the process.  And the number of families providers who fail to appropriately refer when we start asking that question did your provider tell you about ECI, were you educated about ECI services, at the beginning almost a third were telling us no, I had no idea.  Now we're at about 14%.  And we know some of those families heard about ECI and they just didn't process it.  But it wasn't an effective referral.  Whether they were told and didn't hear it or whether they weren't told doesn't make a difference.  They didn't process it.  And so we've seen an improvement there.  
And you know what you can't measure is all those personal connections that are made, all those conversations that are happening mommy to mommy that are training the trajectory of so many families.  Go ahead.  
>> What do you do about ‑‑ or maybe we can see a script or something, but how do you approach them initially and how do you approach the parents who are resistant and how long do you give before you try again?  
>> I would say ‑‑ I don't make the calls.  But I read all of the narratives.  Occasionally you'll have one that pushes back.  One of the negotiations if you will that we had at the beginning was how are we going to write this script.  So at the beginning the folks at the state were saying you have to call and immediately tell them that you are calling from the state.  And especially our Spanish‑speaking guides said that's not going to fly.  So we have to be authentic and straightforward about who we are and what we're doing, but we also want to get our foot in the door with that family.  And so we identify ourselves as calling from the state EDHI system.  That we are a parent of a child who's deaf or hard of hearing.  We understand that your child has not completed whatever they are and want to identify what we can help you do to get to the next step.  And I won't say that there's never a parent that says I'm not interested, don't call.  We don't get very many of those.  
It's interesting, we had like I said the state EDHI, the state ECI coordinator come on one of our calls and she would say you guys are more effective than having contact with those families than we are as ECI.  Our scripts are not that much different.  The exception is that we have families and they have providers.  But I would say that we haven't had that ‑‑ go ahead. 
>> Can you guys hear me?  
>> Okay initially prior to working with our providers I was making family calls and the thing that I found that was the most effective with that was just really making sure they understood that I was here to help them move through that process that was my role and we did identify ourselves and who we were with and that we were a parent but as soon as I said something along the lines of we're here to make sure that you get through this process, you get all of your questions answered, that you have appropriate referrals to the right doctors and so forth, that pretty much, I didn't find much resistance after that fact.  
[Off microphone]. 
What I did to overcome that even initially was I would generally say I realize you don't have a diagnosis yet so I didn't let them feeling resistant to talking I just said yes we understand you're moving through that process, it can be overwhelming so why don't you talk to me about where you're at.  Have you made an appointment with a diagnostic facility.  So we understand because we're parents of children that that is a moment of overwhelm for most people and anxiousness and sometimes there are a lot of families who didn't quite frankly take it very seriously and sort of explaining as a parent this is why it's important to move to that next step.  That was our experience anyway. 
>> I would also say that our guide who is Spanish speaking, and they would say I have to be intentional about reading between the lines.  And why they're hesitant to talk to me.  And so sometimes even though they haven't asked the question, I have to answer the question about who I am and who I'm not reporting to and I have to communicate that this is a safe communication.  
We would say that EDHI families are supported.  They get guidance to transition to the next services, they get information on what those services are and how to navigate them.  Sometimes that personal story is shared, sometimes it's not.  They get ‑‑ we are able to refer to early intervention and to parent‑to‑parent support which is guide by your side.  We are able also to follow up to the point of ECI enrollment, that's the point at which our project stops.  We're also able to inform TEDHI our state about how that referral process is going, how the system is working, we're able to help TEDHI understand what are the experiences of our families and specific barriers that they have.  
We're able to reduce that loss to documentation.  And so for those families that we contacted, 900 of them, we just updated the MIS.  But that's a big deal.  Because it addresses again that loss to documentation.  And even if all we do is update the MIS, we're still explaining those test results to those families and sometimes they had a normal outcome.  They didn't understand what it meant.  
So I wanted to scoot through these barriers that families identify really quickly.  These are barriers that we've identified through that narrative descriptive information that we gather from parents.  We divided these into two categories.  One are barriers that were based on system issues and one barriers that were based on family issues.  And these are listed by prevalence.  So the ones at the top we heard the most.  I'm having trouble getting the referral I need.  I'm having trouble being scheduled.  I'm waiting for a call back.  There's a problem with my insurance.  I can't figure out the system.  There's a limited number of providers.  And what I would say is our parent guides are able to address a lot of these.  So if it's I'm waiting for the response, a lot of these families don't understand it's okay to call back.  Pick up the phone, this is what you say.  They need that kind of coaching.  If they're having trouble getting a referral, helping them to understand the system and how to navigate that, to be able to go to that EDHI system and help them identify a local provider who takes their insurance, helping them understand what ECI services provide.  That service coordination that can help them for example identify transportation.  And then some barriers are just based on families.  Go ahead.  
>> My question was for military families.  Texas is a big military state, not just town but state.  So how do those kids, do you all follow up with them as well?  
>> If they're in a system, we follow up with them.  And I will say that we have families that I can see on the ‑‑ I can see where they came from, what hospital they're from.  And if they're from a military hospital, two of our guides have husbands that are in the military.  I make sure that they get to one of those two guides because they know the life.  Again, I'm trying to fine somebody that has a shared experience with them.  
>> I just wanted to explain just one thing.  When the pediatrician is the barrier, is delaying and we get wind of that, we will get the case noted about that and then we refer that to our AAP pediatrician so that she can call the pediatrician and say what the heck are you doing.  This you are not following AAP protocol.  This baby needs to be referred on yesterday.  So she's really helping us in that respect.  
>> Just to address some of those issues that are inherent in the family.  Sometimes there's additional medical needs.  My baby has other illnesses that hearing is not the priority.  There's a language difference, the parent is not ready.  You guys addressed that.  I'm strapped in terms of time or transportation.  I can't read or I don't have access to commuter.  So all those things are really.  But again our families are very good at addressing those.  So sometimes hearing another family's story and hearing the urgency of an issue to address helps overcome some of those barriers.  
We want to talk about the fact that connections are facilitated to ECI.  That happens in a couple of ways.  Sometimes those families weren't effectively referred and were able to get them referred.  So my information goes to the state.  The state Scott at TEDHI talks to Jean at ECI and that referral happens.  Sometimes the families initially said no but then they get more information on ECI and they say yeah I want it and we're able to move that information through and sometimes we hear families who say I called ECI and I still haven't heard back we're able again to tap ECI and get those families plugged in.  Also guide by your side or family to family support.  Sometimes we have families is that say yeah I want that right now.  Or sometimes they say not yet but maybe if I'm diagnosed.  So we're able to loop back through.  Also we wanted to note that within Texas that guide by your side is provided at no cost.  We have guides that speak Spanish, we have guides that are deaf and hard of hearing, we have guides that represent a broad spectrum.  
We also able to address misinformation.  So this is just a small percentage.  We saw this in about 5% of the phone calls but these again are families that thought they were doing the right thing and they got bad information.  Sometimes they weren't even told what the results are.  What we had in our system was different than what the family was told.  Or we can't schedule the baby for another 6‑12 months.  When the baby is a year old we'll test their hearing.  All sorts of inappropriate things that happen so we're able to address that.  I know that we're running out of time.  But we're the last session and we've got the room.  So Jennifer is going to talk about her experiences specifically with the EDHI providers.  
>> Okay.  I think we touched on this earlier.  The department of state health services really wanted to see us make this change from a system level and I think I'm feeling very grateful that I got to be a part of that.  So once we gather this information from these narratives from the family calls, then what we did is we focused in on one piece of that and we can start all of our calls to the providers and that mostly went to me at that point which was to call out patient screening facilities or programs that have outpatients within their hospital and talk to the program managers about what best practices and those kinds of things.  Through this part of the process we were able to inform EDHI with a couple of different pieces of information.  We were able to talk about things that needed to be updated in MIS.  We were making connections to ECI, which is our early childhood intervention program.  We were identifying those providers that weren't reporting things.  And we have a lot of those in Texas and we're working through what we call our continuum of care and sort of now focusing on the project on areas where we know that that's a greater barrier or problem.  We were also able to perform TEDHI, areas where they weren't understanding things and what was supposed to be done in a best practice type of way.  As well that same information was used to support these providers.  So I would talk to the providers about the specific CID for example or set of confidential ID numbers.  Sorry, all of our lingo and we would talk about those specific cases and we would talk about how the information was being delivered and we would do these counseling and coaching sessions on the phone and we would go over protocol.  So usually I led in with a question like tell me about what happens in your facility when a baby refers on an outpatient screen.  So always assume the best.  Let them tell me what they do with babies and we would go in and make corrections.  So we would say well, you know, in the state of Texas we really like to see is X, Y, Z.  And we would also resource those providers.  We would give them if they didn't have a 1‑3‑6 brochure I wanted to make sure they knew how to get those.  These are the big picture things we did to improve at the system level.  Providers are engaged.  We talked a little about this too.  We made about 470 connections and I believe that's when we actually spoke to someone, right, over the course ‑‑ could be a voicemail.  And that would be around 100 different providers.  There's some providers in Texas where you might have one program manager overseeing several facilities in different locations so I believe that includes those.  
In this particular portion of the project we were targeting a loss of follow‑up to ECI.  So when the follow‑through guides were talking to those families, one of the key questions they asked as Sarah referenced earlier was did your provider, did your outpatient provider tell you how you're eligible for these early intervention services even at this point and if the answer was no or I don't recall or I don't remember, then those are the providers that we were targeting in this portion of the project.  So we were talking specifically to them about this.  
The role of that guide, in this case it was me, was basically to inform these providers to share a family‑centered perspective.  So it would explain this is why it's so important.  I'm a parent of a child who's hard of hearing.  This is why you need to convey this information.  It was an ethical obligation and we were not really providing in this case, I was not providing technical support.  If they needed some type of technical support, then that was referred to Doug or Scott at the TEDHI program.  
I think we talked about most of this.  We were doing resourcing.  We were going over specific cases.  So sometimes a lot of those facilities, the providers would keep their own narrative notes on each family, especially the ones that were doing amazing follow‑up and there are providers out there doing that and they would say oh, oh, I remember that baby, I remember this mom.  Oh, we had a really hard time getting them to come back.  So we were having these engaged conversations about specific cases.  
And of course making connections as needed to TEDHI, updating any protocol that they didn't really understand.  Clarifying policies that are in place.  I think we talk about this a bit later, but there's a mandate in the state of Texas that these providers give that information about ECI that they're eligible and there were many in the beginning of the project that did not understand that or weren't clear on that or the information had not trickled down to them through training or something.  So looking at those.  And then affirmation of success when we had those of course.  
We offered different types of support, different levels of support, and different intensity of support and I believe these are also in order of what we did the most of ‑‑ 
>> The barriers ‑‑ 
>> Okay, I'm sorry.  Different types of support.  Sometimes it was just a reporting level of support that I was offering in those calls, sharing information or leaving a voicemail.  Then we would have these more exchanged, more in‑depth exchanges which would be more of our discussion about their facilities' practices and those kinds of things and finally that coaching piece we talked about a minute ago which is more about what are the best practices and what is the protocol we're looking for and our department's requirements.  
>> Like I said we're just finishing that cycle ‑‑ at the end of ‑‑ about half of Jennifer's actions were on the reporter level and about half were on staffing and coaching level.  Pretty high level of engagement.  You know why?  Because she did such a good job coaching.  
>> I get a lot of Jennifer will you just give me the CID number.  This is a provider I have worked with quite a bit at that point.  So the intensity of support a little bit different at different phases of the project.  And we recognize that the number of calls that I needed to make to a specific facility, sorry ‑‑ didn't necessarily wasn't indicative of their performance as a facility.  Sometimes that was just a facility that screens a lot of babies so you expect honestly that there would be a few more confidential ID numbers that needed that information. 
>> Okay.  I'm thinking of myself as a parent calling these providers.  So what kind of training did you get to be able to call and coach them or tell them best practices or that they would take you seriously as a parent and not a professional, first of all.  And second, were you actually talking to the providers themselves or like their office managers and how receptive were they in the beginning?  
>> A couple of things.  Sarah went over our basic training that we all received and of course there were lots of conversations and coaching from the department of state health services to our team and specifically me about this is what the mandates are and this is what's expected and this is what ECI delivers.  So a lot of that was information sharing and educating me.  It's funny, this is a case where I identify myself as being contracted by the department of state health services is actually beneficial.  You know when the parents are calling other parents, there's a little more of a finesse around how you deliver that.  In this case that gave me credibility.  At the start of the project we honestly did struggle with that a bit.  I had to establish credibility and rapport over time.  And we have a deep relationship with a lot of the newborn hearing screening providers, the contractors I guess, that do that in facilities.  So I believe it was Doug or a couple of other people worked with high level people at that facility and said look, this is what we're trying to accomplish here and so that information got shared among all the regional program managers and so then when as I started and continued to call, some of these local level managers would have heard then from their regional who said no, if you get a call from Jennifer, you need to take it.  So it was sort of a two‑way thing.  I was both establishing credibility through what I was offering in those calls, but also from a more system level they were hearing that this was an important piece of the project.  Does that answer your question?  
Overall, it was a little more difficult in the beginning just to create that rapport. 
Challenges that were identified.  A lot of these were on the protocol and procedures side and actually we were ‑‑ I was glad about because that's something we could have an impact on pretty quickly.  What types of training did these providers need.  Sometimes they would just say we don't really understand how to input this specific information into the MIS or how do I make ECI a provider in the database and those questions I would take and put them in my narrative and/or direct specifically to our state department and they would circle back and provide training as needed.  Materials needed, we talked about hard copies.  One of the really awesome things that came out of this I think was in talking to providers what we heard is that they didn't really understand and their screeners certainly didn't have this information, what does ECI do for families.  Why is this important for us to be sharing this information.  So based on the feedback that we got from the field essentially from the providers, we took that to our TEDHI system, they created in collaboration with our ECI team like an information sheet that we would then gave back to all the providers that they could share amongst their staff.  So again, there's just learning going on on every level here that was then being shared through other systems.  So materials were both created and then of course we were giving them information on where to find the ones that they needed.  Guidance related to confidentiality and consent.  Those are other things also that we could address right then and there.  
The staffing and management portion of the challenges, those are things that we don't have as much control over in this project.  Those were things such as high turnover.  We know this is true with a lot of screeners.  There's a high turnover.  Corporate management.  Oversight issues.  Outsourcing to these companies that are doing the newborn hearing screening now.  Breakdowns in communication. 
>> Just in terms of data, about two‑thirds of the barriers identified were protocol and procedures.  About a third were staffing and management and again those are listed in order of prevalence.  
>> That was it.  I felt like we rushed.  If you guys have any more questions, I'm happy to answer questions.  
>> We went through minutes over. 
>> Thank you for the interpreters extra 3 minutes.  
[ Applause ] 
If you want an overview of the project, we've got a handout.  
We're open to sharing our scripts, yes.  
[Session concluded]

