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>>:  All right.  Just as a matter of course this is what we're try to do today.  We have to identify some barriers to that follow‑up and ways that parents can really drive supports and then talk about the implementation of our project and measures of effectiveness.
Loss to follow up is a priority.  We're funded by a grant paper, Texas, is the second largest birth state and you can see why loss to follow up is a priority to us.  I will say we started the project just about four years ago.  At that time the loss to follow up was 61 pest.  You can see ‑‑ percent.  You can see we improved.  On the our stakeholder meeting yesterday, it was announced we will be at 41.3 percent.
[Applause]
  So, yeah, that's a significant improvement.  Right.
And that loss to follow up as a point of diagnosis is a big deal, but we also know that early intervention is a big deal, right?  So that's the big e predictor of long‑term outcomes and what we know is that 77 percent of our kids were not getting to ECI.  So it wasn't they didn't get identified but they weren't getting to ECI and that's a game changer.
In terms of the partnership the idea is to leverage parent to parent support as families transition from that referral to diagnosis to early intervention.  To identify what their barriers are, to help them address those barriers.  From a parent perspective, again not from a provider perspective but then to go behind and follow up with those providers.
This is sort of how it looks.  The parents are the one that implement this plan.  Every week we get a list of these babies that have referred but didn't get to the diagnosis or early intervention.  We distribute those confidential ID numbers with our parent guide.  They're able to log in to that MIS system.  And they're able to contact those families.  Now, all the contact, all the communication happens over the phone.  We do use texts.  We're fans of texts but the purpose of the feminism is really just to ‑‑ the purpose of the text is to get the family to connect with you.  We're not going to share private health information over texts.  We do use some scripts.  We introduce who we are, who we represent.  We also want the freedom to be able to follow that family's lead as we identify both barriers and ways that we can support them.  There's a specific follow‑up plan in place.  This is what I'm going to call you next.  This is what will happen.  Our guides take meticulous case notes and those are filtered back through TEHDI.  We go through the individual case and identify what the family needs and how we can get to the next step and also an aggregate fashion.  I will share some of that data talking about barriers they're encountering and what we can do as a system to address those barriers.
Our guides are also able to update the system.  We can go in and fill in some of that data and that helps us as well.
Then as families are identifying, this was a problem, I didn't get this referral, this didn't happen well, we're able to loop back around with that provider and follow‑up.
I want to be clear we're not just picking random parents.  Part of the reason that our program has been really successful is because of the team that we've gathered.  So all of our parents are experienced families.  All of them have already been invested in our guide by your side previously.  These parents have walked through for a while.  They're philosophical aligned with that enveloped choice.  That's important.  They're trained through Texas Hands & Voices and the Guide by Your Side.  We've folks culturally competent in Spanish and American Sign Language.  Then there are things that are important.  They have a practical perspective.  They're sensitive in how they engage with families.  They're passionate about the mission of getting those families to the next place.  And to be clear, where we are now is not where we started.  Some of the folks here at EHDI ‑‑ I've heard some of the concerns about how do I work with families and how to share not just data but money and how is this going to work and there was some negotiation.  Part of the challenge is are ‑‑ our bias, our mission is supporting families, and theirs was about compliance and the system and we had to make those two things work together in a complimentary way.  As we went through that happened in stages.  We developed scripts and protocols to go.  We were able to share data cooperatively.  We started with the initial calls then the follow‑up calls then the provider calls.  Then we were able to add texting as a strategy.  We started expanding different things that we did from can we help contribute to development of materials or can we help get some guidance on how to train the providers.  Can we provide information back and forth.
Can we target care coordination. 
We can measure some outcomes and over the process, we have contacted not just interest on our list but made contact with over 3500 families that were lost to the system.  And about a third of those famous have been contacted in Spanish.  So that's a big deal.  Those are families that have been often historically hard to connect with.  Over 200 service providers have received coaching on best practices, family centered support.  And so by coaching those providers, we're able to impact the services of even a broader array of family.
When we started the project, we were connecting with families whose babies were nine months.  Now, we get them at about four weeks.  So when we're trying to keep them in the 1, 3, 6 we're getting a lot closer.  Unfortunate things we were hitting on very early in the project was the failure to get to early intervention and what we were hearing from families at that time was about a third of the time they were never told about early intervention and that's been cut in half.  We'd like to see it perfect, but that's great.
And then there are a lot more things we can't measure.  Those connections from family to family to family.
The loss to documentation is reduced.  About half the time, the baby did get where they were supposed to be.  We just didn't know.  But that's still important because again we're changing our numbers but also a lot of the times the family went through a process of whether it was screening or diagnosis and they didn't understand it.  So just being able to explain to them what that process is and to organism a head ‑‑ to give them a heads‑up on risk factors to watch for later.
As we look at barriers we're hearing from famous some of them are system based and some are family based.  These are listed in order of prevalence.  A lot of times you drop to the bottom and you see limited providers.  We do need more pediatric audiologist but that was not the primary thing we heard from family.  Resemble delay was a primary issue.  I can't get scheduled.  I have to wait for two months.  I'm waiting on a call from the provider.
Now, you and I if we hadn't heard from that provider in three weeks we would pick up the phone and call.  These famous don't know to do that.  This is what you say and this is how it goes or let me help you get to a different provider or let me introduce you to the pal system.  So many of the barriers that families were encountering with the systems our guides have been helpful in helping them address.
There are also family based barriers.  Some of these we don't have control over.  The biggest barrier we hear about is I've got other medical issues I've got to address.  The language differences we can or the parent resistance or I just am not ready or I don't have time.  When another parents tells you their story and is able to communicate the urgency you're able to then find the time.  So we're able to address some of these barriers as well.
>>:  Hi.  I'm a parent.  I want to interject this.  I think we are actually one of those families that was lost to documentation.  My son was born ten years ago and since I've started working with Hands & Voices and then this project since its inception, we got curious and we looked at my son.  Well, guess what.  He wasn't in our MIS at all.  So just an interesting little tidbit I'm now working on this.
So you know Texas Hands & Voices one of our main themes is connections.  And so as a guide, whether we're in our parent guide role or in this case as a follow through guide, where I was working more closely with famous what we were focused on were those connections.  So we were helping families learn about early intervention.  We were making sure that the once that weren't referred were getting referred and make sure if they weren't educated about it that we explained what they were around the benefits to that program.  Those who had not gotten a response from their EI programs would know how to proactively contact that program if needed.  
We were also helping them in regards to an audiologist if they didn't know one in their area, we were helping them make those connections.  Who are they, how do you find them.  We have a site in Texas called EHDI pal which will allow them to find one in their area or region.  If they needed insurance guidance we have provision for that.  Finely parent to parent connection.  It is very different as a parent who is going through that process.  Let's say the baby is referred on an outpatient hearing screens.  You're getting calls from maybe the audiologist office trying to make that appointment.  It's very different to get the call from a parent who says, deep breath, okay.  You're walking through this process.  This is what's gonna happen.  What questions do you have or even offering that.  If the parent is showing some resistance to the idea of moving through that process, explaining with that story why it's important to do that next step.
We want to make sure that EHDI families feel supported.  So some of these are what we call just in time support.  We are making sure they understand about guidance to transition to services what that looks like.  Providing information on hearing and identification procedures.  Those kind of things.
Again we mentioned sharing our personal stories if that seems applicable.  Referrals to EI and parent to parent support.  So this is a big picture overview of all the things we're doing with this project.  Then we're making sure that that follow‑up is consistent.  But one of the big pieces too is making sure that we are taking that information, of course, and providing that back to our EHDI program so they can look at systemwide changes what can be done.  That's how we're supporting families overall not just in time but how does that affect the overall system and for future families.
So we like that kind of support.
We're also looking at while this number might seem kind of small, there were pieces of famous that had gotten misinformation but that's really important because we want to make sure to address those issues appropriately.  Those misinformed, we want to make sure that they get correct information.  And then also we were able in certain cases to, for example, on the provider side send out our chapter champion and have discussions with those providers.  I don't know if it's shocking to any of you, it was to me.  We had ENTs or audiologist saying don't worry about that.  Come back in a couple of months.  So it provided those training opportunities and addressing those specifically.
EHDI providers are informed.  So again, yeah, we're making sure that they know ‑‑ we're updating MIS.  That's specifically going to into the system.  We're making sure connections to ECI are made and identifying providers that are not reporting.  That's a big part.  Improving that lost to documentation piece and follow‑up in regards to that.
So then we're informing EHDI about the training needs that we're finding.  And then we are providing feedback.  Again in a cyclical way to those providers on maybe ways you're going to talk to family.  How are you providing that information to them.  How are you sharing results information.  So counseling them on that.  We're also going over protocol with those providers.  Again, back to the reference earlier when we focused on the piece early on in the project about whether or not newborn hearing screen programs were in our state giving those families information about their eligibility for EI services.  We found initially and I was doing a lot of the portion of the work that many of those providers did not understand that that was a mandate in our state that that information be shared.  So the first part of the project was just letting them know and then we've seen as the years have gone on that more and more of those newborn hearing screening programs and coordinators understand that now.  So it's been exciting to see the shift over the class couple of years.
Then, of course, providing resources where needed.  Some of those programs didn't have TEHDI information so we were making sure that they had that.
So overall, supporting more families which is the goal always.
Okay.  Providers are engaged.  This is a little bit of a recap of the numbers of the providers that we reached.  Through courses of this project we've made over 500 connections with actual ‑‑ this could be anybody from a newborn hearing screen program coordinator to as we've moved through the faces of the project it might be an audiologist or it might be in some cases and ENT provider's office more recently with some in person visits actually.
That was over 150 different providers and locations.  We've done targeted engagement with those providers too looking at lost to follow up and addressing the compliance concerns with any of those things.
The goal we want to make sure that everybody understands that from my role or as a follow through guide was not necessarily to provide technical assistance.  It was informing, sharing, offering that parent perspective on why it's important to move through these things timely and why an early intervention referral should happen early on and not necessarily wait till the end.
Updates on protocol, making sure there's connections to TEHDI, that kind of thing.  I think we've covered some of that stuff.
So through that process, of course, we definitely identified through our note taking of those calls and conversations what are the challenges that the providers are facing.  Some of those were systemwide and some of those were specific to those individual providers.  These are actually listed on the listened side in order of prevalence so most often it was training needed.  It was tell me more about this mandate.  We need to understand that better or what exactly are early intervention services.  Helping them understand again what is ECI or EI actually doing at this point.  Talking about consent procedures and the referral process itself.
We identify through that too that there was some materials that were needed.  This was a cool part of the project.  We heard back from the providers, we'd really like to training our newborn hearing screeners on what ECI is or EI is.  What do the services look like.  What are they doing.  Can you create something that we can then share with them.  So we took this information back to our EHDI program and said this is something providers are worked for.  We created some terms for them to use.
And then guidance when needed on confidentiality, consent, that kind of thing.  If you look at the ‑‑ on the right side there, these are systemwide barriers.  These are what the providers were talking but we couldn't do something about.  But good to understand.  Sometimes it's not necessarily the best oversight happening in those programs.  Multiple contractors going in and out.  Texas is a huge state.  Maybe it's a nurse manager is the one that's doing the screening and documentation.  So adjusting our strategy and suggestions and coaching based on what their unique needs were.
Then, of course, some administrative structure issue.  So those were good things to inform our state about.
This is a visual of how this project has expanded.  If you start from the center, you'll see what we were doing with professionals and what we were doing with families.  Initially we were looking at from a family side, we were contacting the families after the infants were referred on an outpatient screen but there's a loss to follow up at the point of diagnosis.  I think babies were about nine months out then the same side on the professionals.  We were contacting those programs and shoring up those protocols and understanding the mandate.
Then as the project has expand, the infant now we're working with or the families we were calling on are, I think, less than a month old after birth.  So it's really exciting to be get in on the process that early on the family side.  And then in my role in worked with providers again as we feel like we've really sort of gotten the most out of the piece related to newborn hearing screening programs we shifted our focus.  Now, they're working with audiologist.  Are audiologist reporting.  Are they getting that information back into our MIS system and helping them understand why it's important.  From a parent perspective, you need you to have this log so when I go get the referral it shows I have this or I qualify for my EI programs now because it's logged that we have a diagnosis.  So just again addressing each phase of that and I'm sure that we'll see those continue to grow and then the work with the ECI providers.
On the left‑side famous that are not English famous have been a little bit difficult to contact so we've been creating strategies around that.  That's part of what our texting strategy was born out of if I'm not mistaken.  So we'll just keep going and growing.  Exciting stuff happening there.
That's the project in the nutshell.  We wanted to leave a couple of minutes for questions if anybody has them.  Please feel free to raise your hand.
>>:  [away from mic]  
>>:  So we're contracted for this chunk of the project, we're contracted 25 hours for our four guides and then I'm the coordinator and I have another eight hours.  Now, one of the things that Jennifer mentioned is our project has shifted.  So initially we were engaging families a had just not gotten from the outpatient screening to diagnosis.  Now, we're looking to famous who didn't get to outpatient screening.  So that doubled our numbers so we're looking at over 100 babies a week.  So those hours have expanded.  And that's going to shift as our project expands.  But I would say and I'm saying this out of ‑‑ I think it's a pretty cost‑effective program.  When I think about the amount of money that contract is and the amount of impact we have I think it's important.  One of the questions we get is why couldn't professionals do this.  Why parents.  Famous are different.  There's a credibility based on that shared experience that we speak the same language.  That you can call back and you can talk to me for an hour and you can cry and I can tell you my story and I know the whole piece, not just what's going to happen at diagnosis.  There's an accessibility in family to family and I think that's been huge particularly with our Hispanic population.
>>:  [away from mic] 
>>:  Yeah, there's a confidential log‑in system.  So even as we share information, they have to log in to a confidential system.  When I share information through e‑mail, it's only through a confidential ID number.  There's no identifiable information.  All of that is shared through a closed system.
I have access to the Department of State health services system, and I go in after I get knows confidential IEC numbers and make them accessible and then they get your 50 numbers but they are able to do that from home.
>>:  [away from mic] 
>>:  Sure.  Sure.  And those have evolved over time.  But, yeah.  If you e‑mail us, I'm happy to share that.
Go ahead.
>>:  [away from mic]
>>:  I'm sorry.  The question was we use some scripts and would we be able to share those.  Absolutely.
>>:  Can I add a comment on the scripts.  I will say they definitely evolved over time because we found that we wanted to capture like the main points that we wanted to share or interact or ask families about, but we wanted that conversation to be more organic.  And so as ‑‑ most of us now the guides that we've had we've been working on the projects for a few years so we each have created our own style of using those.  So we hit the same points but it might come in varying orders from the original scripts.
>>:  That's a part of the internal accountability we have too.  Our cycle ends March 30.  As we move into cycle five we're getting ready to have a meeting at the end of the week where we go back in.  One of the things we do is review the script.  Are we doing what we're saying we're doing and if not we need to make sure those things align.  You have to be intentional about how you're doing what you're doing so you maintain that integrity.
>>:  [away from mic].
>>:  So the question was how do we introduce ourselves on those calls.  And it's funny.  We were just talking about this yesterday because when I make a call to a family when I was doing more of that role my introduction was quite different.  I would say I'm Jennifer.  I work with Hands & Voices on behalf of the Department of State health services.  Kind of the script we were given to use.  So we owls identify we're working with the Department of State health services.  That has worked in favor and not so much in favor for us at times.  Some were intimidated.  They were worrying were they in trouble.  So we have to be mindful of the way we present that information.  Providers want to know right off the bat on behalf of the Department of State health services because otherwise I don't have as much credibility in their eyes and then I work into the conversation.  So we've used different approaches but always identifying typically both that we're doing both roles.
>>:  When we talked at the beginning about aligned priorities that was the feedback we got.  You cannot call these famous and say hello I'm calling from the State.  So we want to maintain integrity but navigate it wise lie.
I know we're out of time.  We're happy to stay and answer any questions.  Thank you.
[Applause]
(End of session. 
