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>>NOTE FROM CAPTIONER:  Ready for session. 
[Standing by].
>>NOTE FROM CAPTIONER:  And it would be great if you would identify yourselves before you speak so I know who is who, please.  Thanks so much!
[Standing by].
>> We are going to go ahead and get started.  Glad to see everyone here.  I'm sure you are thinking about going home already, I am at least.  I want to introduce you to 2 wonderful people that I work with.  [off mic] Kathleen and [off mic] Kathleen ‑‑
>>NOTE FROM CAPTIONER:  The audio sounds muffled.  Is there another microphone you can use?
>> There are some cards on the seat beside you.  It has name and email on there.  So in case you have a question that we have not addressed, feel free to write on the card.  And then we will get back to you by email.  And there is another cool thing, what Dana has.
>>DANA YARBROUGH:  You may not have this on every seat, but a little postcard.  On the back it says it is September 2017, and one intention that I said at the entry conference in regard to engaging, just write a few lines and you put your name and address on it, we will mail it to you in September as a reminder.
>> And before we really get into it, I would like to have one volunteer who can say why you are here.  Like what is it that you are hoping to get from this session?  Kind of help us set the baseline.  Any volunteer?

Oh, yeah?  Thank you, yeah.
>>AUDIENCE MEMBER:  I'm a parent of a deaf child, and I have been kind of in the ‑‑ working with the Department of Health through Hands & Voices organization and I just started doing followup full‑time.  So I want to see how I can be better at doing that.
>> Wonderful.  Thank you for sharing that.  We have ‑‑ like to share that none of us have any conflict of interest.  And information about our background.  

So for the next 50 minutes we plan to set the stage for our foundation, collaboration project, and get more information about the 1‑3‑6 family educator model and share with what we have learned as well what's going to happen during the next steps.

Here we are setting the stage.  And Kathleen will talk about this part of this setting the stage.  Kathleen Watts. >>KATHLEEN WATTS:  Hi, everyone.  I'm Kathleen Watts, and for those of you who don't know me, I have a long history with EHDI programs, starting in 2000 with NCHAM.  Was there for 7 years and then I was EHDI coordinator in North Carolina for 7 years and then I moved to Virginia because I have a son and now a grandson here.  And so I was very lucky to come at a time when they had some, you know, new things going on, and I was able to be a part of those.  And this is one of those new things.

So I'm going to explain a little bit about the EHDI program in Virginia, and if I say North Carolina I'm sorry.  Excuse me.

So the ‑‑ the state of Virginia has 102,000 plus births in a year, so it is not Texas or California, but it is not Vermont or Wyoming either.  We have a pretty good number of babies, and each year for the past few years there have been between 150 and 160 babies who have been diagnosed with hearing loss.  Last year ‑‑ not last year, 2015, the recent data, there were 158 babies who were diagnosed with hearing loss.

There are 60 hospitals in the state, and in addition to those hospitals, there are some birthing facilities and some midwives, and we don't really have a handle on the number of those.  It is something that we are working on because we do want to start working with them.  Of those 60 hospitals, 25 of them do rescreen on their babies.  So that leaves 35 hospitals, and all of those other babies who were born other places who are getting either initial screens or rescreens from an audiology facility.

And there are over 250 audiology sites listed on the list.  Now, some of those may have seen a baby once sort of by accident, because someone referred them, and some of those are ones that regularly do pediatric audiology and have people who are trained.

We really don't have a good handle on this part of the program either, so we are really, it is something that we are really working on so that we can get the audiology services figured out, where they are, and exactly what everyone, what they are able to do.

And then after baby is diagnosed, there are 40 Early Intervention systems, and they are actually individual systems.  It is not like Early Intervention system with 40 sites.  These are ‑‑ some run universities, some independent.  Some through behavioral health of the state.  They are all very different.  So it is sort of a complex system that we are working with, and so the EHDI staff is the other side of this picture.  What we are able to do in terms of followup.

We have a part‑time followup specialist who works primarily at the first stage of things.  The one, the getting babies screened and rescreened by one month of age.  Then we do have a full‑time followup specialist who works at the 3, the aim of getting babies diagnosed by 3 months of age.  And we have another followup specialist who works with families after the baby has been diagnosed to let them know about services and make sure ‑‑ not make sure, but encourage enrollment in early intervention.  

And then there is me, I do whatever needs to get done that I can do, and I'm part‑time.  And then our sort of position of followup coordinator, I have been there almost 2 years, and that position has been somewhat vacant because of a lot of staff turnover in the whole time that I have been there.  So we do finally have an EHDI coordinator, and she is full‑time.  And she used to be the followup coordinator so she has a good background and we are very lucky to have someone in that position since that position was not filled for so long.

So why did Virginia decide to engage families in EHDI in this way?  And it is a bit different than having families provide family to family support.  And so there were a number of reasons.  One is that small number of staff that I just mentioned, and the large number of births, and it being a large state.  Geographically, it can take ‑‑ again, we are not Texas or California, but it can take 10 hours to drive from one part of the state to the other and all of the followup staff were not regional, and it can take easily 8 hours to get someone in the southwestern part of the state.  So we really needed to have boots on the ground, far more regionally based people than we were, and so we decided that this would be one way to do it, is to have the parent in those areas do it.

And so we do have family educators.  We had started out with 3, we now have 6.  But we have family educators who live in various parts of the state.  We do have someone in the southwestern part, and that probably is the furthest away from Richmond and the more metropolitan areas.  They have definitely been able to extend the outreach of EHDI into the hospitals and the audiologists in the areas where they live.  

So prior to having them, EHDI did 6 hospital and 6 audiology visits a year.  Because that's what we wrote into the HRSA grant as the minimum number that we were going to do, and that was the number that got done.  Which is usually a scramble in March, just before the grant ended each year to get some psych visits done because the staff was busy with doing followup.

So here is the thing that we really celebrate, and that is that since the family educators started we have had 23 hospital visits and that's in an 11‑month period, and 14 audiology visits in a 6‑month period because they started doing the audiology visits at a later point.  So it has more than doubled by far, by far more than doubled the number of visits that were going on within the state.

So also, because we were doing so few visits, they ended up being surveillance and, you know, people coming in with data and talking about the problems the hospital was having with things.  So we had a need for ambassadors for the program.  People who could go in and be unbiased and not be coming from the State saying, you are not doing this, you are not doing that, you know, your numbers look bad for this or that.  They could come in and be far more neutral and friendly than the State visits had been.

So they go in and they educate about EHDI from a different perspective.  They educate about EHDI by sharing their personal EHDI experience, and then also by going through some materials that we send out with them, and we are going to talk a little bit about the materials,  so they are asking some questions and they are getting impressions of the programs and things like that.  But it is a lot different than when the State was coming in with numbers.  So there are ambassadors.

And the third reason, and those of you who are involved with the administration of EHDI programs will know that the HRSA grant, not the one we just did, but the last one from 3 years ago, really focused on loss to followup.  And it was expected that having these visits to hospitals and audiologists would help to decrease the loss to followup.

So we are going to talk a little bit later about what has gone on in terms of loss to followup [off mic] hospital visits.  So I will turn it over to Dana.
>>DANA YARBROUGH:  I'm going to apologize ahead of time, although I live in Virginia, so there will be some dropped Rs possibly throughout here.  I am Dana Yarbrough. I work at the Partnership for People with Disabilities, which is Virginia's university center for excellence in developmental disabilities.  And we are at Virginia Commonwealth University.  We are both parents, Irene and I.  And so we came to this work with our family wisdom and experience.  So I'm going to just mention, just a little bit about as we are setting the stage around where we have been with the work that we do at the Center for Family Involvement in partnership with the State EHDI program.  So the EHDI program has had an advisory committee for a long time.  It has been very active with parent representations since 2000.  In 2007, actually, 2005, conversations started taking place with the parents at the EHDI advisory committee about this thing called Guide By Your Side.  The national Hands & Voices organization had a few chapters going on and we were interested in Virginia.  We had had very strong parent‑to‑parent programs in Virginia based on the national parent‑to‑parent best practices from parent‑to‑parent USA.  But we were looking for something that was maybe not quite as generic as parent‑to‑parent support for the Guide By Your Side program or takes a little step ahead of where parent‑to‑parent support is in.  So we [off mic] Department of Education in our state and funded the pilot of implementing Guide By Your Side, and that ran until about 2010.

In 2011, the State EHDI program moved away from Guide By Your Side.  We did not have an active Hands & Voices chapter in our state.  So part of the 2011 and 2012 contract, [off mic] director to look at starting that chapter back up.  And then we had some additional funding from the Title V office around cultural brokering, and parents from other ethnicities be provided some parent‑to‑parent support.

And then last year we really started moving away from the emotional support and some of the system's navigational support into some leadership systems change activities.

And so as you see, here we are, the personal level.  The supporting others, system change.  Really with our end goal at our office and I believe probably also with EHDI program around building leadership behaviors in families.  If it is a position, it is really about a behavior.

And so if you are not familiar with the ‑‑ this is us.  As Kathleen said, if you are down in the far southwest, you are actually closer to 10 other state capitals than you are to Richmond.  A little fun fact for anyone that didn't know that.  65 percent is rural in Virginia, so you will see down along one side of the left side, the majority of our state is rural.  The right side is kind of our 95 corridor.  Northern Virginia, down through our military Hampton Roads area.  

In addition to working with the formerly Guide By Your Side program and the 1‑3‑6 program we are the state's federally funded family to family health information center.  Every state has one, we are the state parent‑to‑parent chapter.

We have about a million dollars in funding.  It comes from a variety of sources.  I have support from my office to bring in funding for the 23 staff that we have.  So the little brown bubbles are our local family to family offices all run by parents.  You will see the red stars with the 6 cultural brokers.  The red stars, and then we have some disability liaisons.  Irene is our liaison to the Deaf Community and Down Syndrome and rural communities as well.

So we are going to move into the next section, which really is more about the 1‑3‑6 educators, their role, the expectations we have for them.  But before we leave this section of just a little bit about the EHDI program and the Center for Family Involvement and what our relationship is, are there any burning questions for Kathleen or I or Irene?  And you have your cards, so if you have a question that you don't feel comfortable asking you can leave your postcard and we will send you a response later.  Just take a pulse check.  Good? 
>> So we have heard about setting the stage with the project.  The information about their program structures.  [off mic] between EHDI and Kathleen shared with us about the EHDI program and here we are at the production phase.  So we will be talking about now the 1‑3‑6 family educators.

So who are the 1‑3‑6 family educators?  They are parents of children with a hearing loss, and they are passionate about making this project successful.  And they have the time to submit about 6 hours per week.  Prior to being hired, the family educators were interviewed, and they had to pass the background ‑‑ the criminal background check and they also needed to have their own [off mic].  Some of the first family educators were actually from the Center for Family Involvement navigators, and as Kathleen mentioned, we now have 6 of them.  And the selection process on the family educators were due to the immobile area where they are from.  So as Dana has shared a map, you saw all the different places where they are located in Virginia.

So what is a job description for the family educators?  Visit local hospitals and audiology offices.  The family educators get the site information from Kathleen.  Kathleen is going to tell them where they are going to go, and then the family educators will call to make ‑‑ and schedule the appointment to view the site.  And the family educators have to research their area to find out where the local different ‑‑ like the ENTs, the audiologists, the Early Intervention, so they particularly know their area well.  So that's really very helpful.

And then when they come to do the ‑‑ okay.  I also want to share with you, so what typically happens?  What usually happens?  So the family educator has scheduled the appointment, and then they come to do the hospital visit.  And usually, they come up and if there is some apprehension, they are thinking, why are they there.  So they sit there and then they share a little bit about their background.  

So, for instance, if I was going in there I would say, I'm very happy to be here, thank you for your time.  My son has a hearing loss, and it so happens I have a hearing loss as well.  And I go into a little background.  So that's what they do.  And they have a bags of resources with them usually as well, and we will talk about the survey.

And then at the end, actually, I think we are going to talk a little bit about the survey there.  They ‑‑ before the end they ask questions about their program.  So they will ask, for instance, how many babies do you serve.  So if it is at a hospital, how many newborns are being trained.  How many children, especially like 0 to 3, that you see when you go to the office.  And usually, they have ‑‑ we have the surveys ‑‑ actually, a packet that they have.  They have the ‑‑ so the family educators already have those in their little bag and then they rip out the questions.  And if you are interested in seeing it, we will have it up here and you can look at it.  

So I want to share a little bit about the timeline.  As you can see, when we first started in January, we had several training sessions.  We would have the first session, and then we would come back and brainstorm, okay, what do we do ‑‑ what do we need to do next.  And the family educator kind of guided us.  They would say, okay, I'm missing this, this is what I need to do next.  So we kept adding more and more training.  And then we also added some webinars, because we had one family in particular that was way on the other side of Virginia so she had to drive like 5 hours.  So we started to do more webinars.

And as you can see in March, we are having one this coming up, in a couple of weeks, and we are fortunate that we are going to have a whole staff of EHDI come again.  This is a continual process we are learning, and it is ‑‑ every time we have a training it really helps us to get stronger.

So what are some of the topics that we have covered during the training?  As I mentioned, we did an overview.  This time in March we are having them actually talk to us about their position.  And so we had topics like what is your role as a family educator, how are you going to be using your products when you go visit the site.  

And one thing that's very important to me, presenting the information in an unbiased way.  They are passionate about the way they have been brought up with their child, and they are able to sit there and just give the information.  And the best part is when they actually leave their site visit, they say here, if you have any parent that's interested in talking with us, they can call us.  And as you can see, we have ‑‑ we will talk about that when we get to the poster.

Here we go.  So here are some of the materials that I would like to share with you.  The lady who spoke in the beginning, I would like to give you a copy of the book because you were sharing with us and you are a mom of a deaf child.  And any other parent.  So we have a resource book that has a lot of information.  Pretty much hopefully in an unbiased way, this was actually ‑‑ we had started in Virginia, we had something back in 2008, it was like a 5‑page information sheet.  And then 2012 I went ahead, if any of you happen to see the blue book, so now we have the green book, which has more information than ever.  So I'm very pleased about this.

We also have audiologists.  Parents who want to make an appointment with the audiologist, it is a great card.  1‑3‑6, it tells them exactly what they want, and on the back they can just print the information.  So we have some copies up here, you can get that afterwards.

I also have the sign language brochures.  So any of you who are interested in learning sign language, help yourself to one.  It is all here for you.

And so as I mentioned, I happen to love the poster.  As you can see on the pillar over there, the hospitals love it and the audiology offices love it because they can just see it.  The number is right there, and they can make the phone call.  Oh, I will take this, this is awesome.  A lot of times when we go [off mic] they don't have any, so we start ripping out all of these materials and resources and they are like, oh, my gosh, I want this.  I want this.  So that's been very nice for us to see.

And we are blessed to have Valerie as one of my family educators.  I'm very happy, and I have asked her to come and share with us a little bit about how she felt about our project.
>> Good afternoon, everyone.  I'm Valerie Abbott, and I'm a 1‑3‑6 family educator in Richmond, Virginia, and I have a hard‑of‑hearing child, who is in middle school.

So several months ago I started discussions with the Center for Family Involvement about this opportunity to be a 1‑3‑6 family educator, and I will be frank with you, in the way it was described, I thought they were a little crazy.  Because professionals in the field of childhood hearing loss are already experts in what they do.  They are smarter than me, they are more educated than me, they have had more experience with little kids than I will ever have, and I wondered why on Earth would a newborn screener in a hospital or an audiologist want to meet with me?  I am ‑‑ I'm just a parent.

But I will say that within just a first few visits something really strange happened.  I quickly came to realize that those professionals really wanted to hear from me.  They had their own questions.  They had their own interests.  And meeting with me was an opportunity that they had without a child present, without another parent present, to have a conversation with me.  And that caught me offguard.  

But the other thing I learned was that, yeah, they are experts, but I'm an expert, too.  I'm a parent of a hard‑of‑hearing kid and we have been on this journey for 9 years, every single day.  And I have had to think out of the box to get questions answered and problems solved, and I have read thousands and thousands of pages on my child's condition and how to educate her.  So, yeah, I'm an expert, too.  And guess what?  Those professionals, they want to hear about my experience and about my expertise, which is different from theirs.

So when I show them a picture of my child, that's her now, they are interested.  They want to talk to me.  Being a 1‑3‑6 family educator has given me a chance to show and share what I know, to share my perspective, which is different from theirs, and most importantly, to humanize these important benchmarks, because 1‑3‑6 aren't numbers, they are an important key.  They are a key to a door that every child with hearing loss is entitled to have, and my child is just one of them.  So I have been incredibly grateful for this opportunity as a parent to share what I know and to promote this important EHDI program in Virginia.  So thank you, all of you.  Thanks.
>> Thank you, Valerie.
[Applause]
>> I love hearing stories like this.  It is wonderful.  That's what we are all here for.

So we have time, believe it or not, for a question about our production line.  Anybody have any questions that come to your mind?  Unfortunately, we have to use the mic so that we can ...
>>AUDIENCE MEMBER:  How do you choose which facilities they visit?
>> That's a question for Kathleen.  Thank you.
>>KATHLEEN WATTS:  I look at a lot of different dimensions of the program, and I don't give them the ones that really have significant problems.  I also don't give them ones that are sailing along.  So I'm looking at things like their loss to followup rate and how quickly they enter into the database that things enter into and things like that.  So it is a combination of factors, and sometimes it is location.  I mean, even though these people are regional and they are a lot closer than we may be, some of the places are really far for them.

So it is a combination of factors, and I take that all into account before I do what I do.  Are there other questions?
>>AUDIENCE MEMBER:  I'm just curious if you have been able to see a correlation between adding this new position and loss to followup rates in your state yet.
>> That is the next part of the presentation.  Okay?
[Laughter]
So we will get there.
>>AUDIENCE MEMBER:  Is this model close to what the new HRSA guidelines are talking about with professional learning communities and parents?  Is it kind of the same thing?
>> Actually, we are using this a lot for the development of our learning community.  So I think every state does it their own way, but I think that we are very fortunate in that we had started doing this, and it certainly dovetails very well with what the next HRSA grant focuses on.
>>AUDIENCE MEMBER:  I have like 3 small questions.  How do you know as a family educator who to contact at a hospital, and then how open have they been to, you know, setting up an appointment with you, you know?  And then also I'm ‑‑ like a survey that you ask questions and that, how open are they to give you that information and they are allowed, you know, to give you ‑‑ how many, you know, babies have failed, you know, their newborn hearing screening and stuff like that?
>> I will start.  Okay?  I send them the information that they need for the hospital.  I also send the hospital like an introductory letter saying this person ‑‑ explaining a little bit about the project, and then saying that this person will be contacting them either by phone or by email.  And we sort of found that calling the hospitals may work better, but emailing audiologists may work better, but I can't say that's 100 percent, but that's ‑‑ the way.

And the level of reception has varied, and we are still working through, okay, you know, how do we get the best reception from different facilities.  And then the questions, they are pretty noninvasive questions.  

But Valerie?
>> Yeah.  So the survey is about 10 questions, and some of them are simple.  How many babies are born here and how many screenings do you do and how many screeners do you have.  You know, how are they a screeners, are they solely just a screener are they a nurse and a screener and just some of those questions.

I do ask about what materials do you provide, do you ‑‑ when you are referring to an audiologist, do you have a list or is it one, you know, just one.  So just kind of collecting that type of information.  

And what's interesting is once they realize I'm just collecting some general information and there is no hesitation and they start saying all sorts of stuff.  Like, you know, would you go back and tell them A, B, C, D, E, and all of a sudden I am this ambassador, can you report that this is happening, and this needs to be better.  

And I say yes, I will, and I do.  So it is actually a very engaging conversation in all the hospitals and the audiologists, too.  It has been great.
>> Again, if we didn't answer your questions, that's what you have the postcards for.

So we have set the stage and production has been completed.  So what's the next.  So we are going to share what we have learned through this process.  And remember, we have just been doing this for 11 months.  It is new.  It is a new project, and it is growing and it is changing and it still is basically in development stage.  So just keep that in mind as we are talking about things.

First of all, there is ‑‑ one of the things that we have learned is that there is definitely a need for a person like in my position.  We do need a liaison between the Department of Health and the EHDI program, and the Center for Family Involvement, which is who handles the 1‑3‑6 family educators.  I do, as I said, introduced them to the hospital.  I also help troubleshoot when there are problems getting in for the audiologist, either one.

I am sort of that go‑to person if they have a question or if they see something that they really question is going on, and they say, well, why would they be doing this or, you know, should ‑‑ is that the way that it should be done or things like that.

I do tell them if there are like any special considerations with a hospital, such as is this a hospital that outsources versus is this a hospital that does their own screening.  Because the 2 things are really 2 different, you know, balls of wax kind of.  They are very different.  

And then afterwards they send the information that they have gathered and they send it to Dana and then she sends it to me and to Irene, and I read their reports.  And if there is something that our program really needs to know about a specific hospital or a specific audiology practice, I make sure that that information gets to the right place so that we can address something if there is something that is really a concern, or we can celebrate as something that is really going on well someplace and we think, wow, that's something we might want to spread and have other hospitals or other audiology practices use.

And then another thing that we have learned is that we really do need to have ongoing face‑to‑face meetings because of it being new.  There are challenges that they run into, concerns that they may have.  They need to have the chance to share things with one another, and this is meant to be a family leadership kind of a thing.  It is not meant to be Irene, Dana and I dictating how things are done.  We want their input in coming up with solutions.  We want ‑‑ if Valerie has a problem with contacting audiologists and Debby, if one of our other ‑‑ our other 1‑3‑6 family educators hasn't had any problem, where is the difference.  What's going on, how is that going to be, you know, worked out so that we don't have necessarily hard and fast protocols.  But we maybe have guidelines that can help them to make things smoother for them as they go.  So those are a couple of the things that we learned.

And we also found that we needed to have ‑‑ there we go.  We need to have a parent coordinator to work with the 1‑3‑6 family educators.  My background was I had been working with families for at least 10 years, families [off mic].  And I had worked as a Guide By Your Side, and so then when that kind of went by the wayside, [off mic] Dana as a navigator and then ‑‑ and now I got into this position as being the coordinator.  And we also found out that probably one of the most important pieces is that the parents are making a difference in visiting these hospitals and audiology offices.  I can't tell you ‑‑ just sometimes going in there and having a conversation.  Sometimes they are in it by themselves and they have no material and here we are ‑‑ it kind of wakes them up a little bit.  It kind of wakes them up and realize the importance of this loss to followup that we don't [off mic].
>> Okay.  So when they go into the hospital, they have a packet of things, and one is the survey.  And as I said, they are pretty general questions.  One of the things that happens to be going on at about the same time as we were starting this project was there was really question about brochures.  Do you really need the brochures, are they really anything useful, are the hospitals using them, and so people didn't want our program asking that question because they figured we might not get really honest answers.

So about half of the survey is actually about how they use ‑‑ if they use the brochures, how they use the brochures and what they do with it.  And I have to tell you just as an aside that because this is how bureaucracy works, the communications department within the Virginia Department of Health without asking the EHDI program at all went ahead and not even knowing we were doing this made a new brochure.  And so we are gathering all of this information to see if our brochure is effective and they have made a new brochure.

But we are working ‑‑ that's a problem ‑‑ it is not a problem, it is just a challenge that we are working with.

So one of the things that goes with that survey is sort of what I think of as their reflection sheet.  So it is those things that they learned that don't really fit on the survey, that aren't really answered by the survey.  And some of the most useful things that we have learned has been from the sheets.  I will give you one example.  Anyone who has had a baby knows when you leave the hospital you usually have a big packet with a lot of brochures about things, tons of information.  And one hospital takes ‑‑ they have what they call their purple packet, and it goes into that big thing, but they go over it with the family ahead of time, and they say, these are the important papers.  One is the birth certificate information and the other is the newborn hearing screening information.  And those are the only 2 papers that go into that purple packet, and then it gets put into the big packet of all of the information.  And then some of the things we come across that are kind of needs and resources have been there is one hospital in a fairly rural area that has a van that we had no idea existed and that van goes to different places in a large rural area and does medical care.

A great place for us to be able to provide information to families about the fact that, you know, if you have a baby, they are going to be screened, they may not pass the screen, they may need a rescreen, etc., etc.  So ‑‑ and another fairly large hospital in northern Virginia, really the majority of the moms there get their prenatal care from a free clinic.  In our data system we don't have a free clinic so, you know, we didn't even know.  But that's another good place for us to be providing some education about the EHDI program and about newborn hearing screening and followup and things.

So those kinds of things that we have learned that have nothing to do with the survey, those are really important things.  And before I start going through survey things, I will say that what the diagram here, the circle graph, with audiologists we haven't done as much with loss to followup because there are lots of different factors that can fit into that, such as, you know, are they having to bring the baby back twice because they really aren't sure of what they are seeing, or are they having to bring the baby back twice because the baby woke up.  

And the more rural, I don't know if anybody else is familiar with EHDI in terms of working in rural areas, but oftentimes, they often, those babies don't sleep because on the ride in they slept the whole way.  So there are just different factors that can go into what statistics we are seeing from the audiologist.

So we have done sort of a satisfaction thing after the visits, and actually all, except for one, have said that having a 1‑3‑6 family educator as a parent has helped them see things from a different perspective.  And that one said she was very committed and onboard with it and since I had been ‑‑ I'm sure on a visit where I was with that person, that was 100 percent true, and she has a child with a hearing disorder, auditory processing disorder.

So okay.  In terms of other results, we found that all of the hospitals use the brochure, that that's good.  We wanted them to use them.  We buy them.  We want them ‑‑ and distribute them.  We want them to use them.  We found that most of them do write the result of the hearing screening in the part that's on the brochure for them to do that.  But that what goes on is really varied.  So it is hard to say, you know, exactly what it is that makes a difference.

I can say that one of the things that we found is that a couple of hospitals will write ‑‑ they have something special that they give the family like with all the lab results or a followup sheet that goes to both the family and the physician, and it includes followup from newborn hearing screening as one of the followup issues.

So those hospitals that ‑‑ and they also put the results on the brochure.  Those hospitals were a couple of the ones that had the lowest loss to followup rate.  So the more that they are getting that information, the better that they are doing in terms of their followup.

So then chose to just put the information, put the brochure into that bag of information, whether the baby passed, whether they didn't, you know, they write the results on the thing and just stick it in that bag, that's where we have, of course, the highest loss to followup.

So we also found, let's see, some other useful information that we didn't know before that doesn't have to do with the brochures, and that's that all of the hospitals are screening more than once inpatient, but 5 of the hospitals, this was done on the first 19 of the hospital visits, 5 of those hospitals screen more than twice, and 2 additional hospitals screen more than 3 times, which are concerns for us.  We don't want that to be going on.  So it is something for us to address with those hospitals.

So the biggest thing that we found is that loss to followup is twice as high if all the nurses screen than if there are dedicated screeners.  So I'm looking at that.  It is actually like 23.6 percent versus 12.3, I think.  So it is pretty much exactly twice as much.  We also found that hospitals that rescreen have the lowest loss to followup rate.  A couple of small hospitals, they just notify the pediatrician, and the pediatrician takes care of the followup.  They were very small hospitals in very small communities with very limited numbers of pediatricians.  And so that helps to explain that.  That's not true in the more urban areas.  And if just a list of audiologists is given to the family, that's when there is the highest loss to followup.

So here are some of the findings from the survey that weren't about the brochure.  Okay.  Did the family educator visits have an impact on the loss to followup?  These are the first 6 hospitals that were done, so it had been long enough to have 3 months afterwards.  The SOH hospital, they had 37.5 percent of their children who needed to have a rescreen completed prior to the visit and 88.8 percent after the visit.  Now, I wish all of the hospitals did that well, because they didn't, but as you can see, the ones that are in purple are where there was an improvement.  And the improvement may have been in terms of the percentage that were rescreened, and ‑‑ or it may have been in the average number of months it took to get the rescreen done.

So I can't ‑‑ I can't feel comfortable with 100 percent certainty saying that the visits have made an impact that is measurable in terms of loss to followup.  I can, however, say they have definitely had an impact in terms of the information that has come back to our program.  And I will be doing more of this when we have more hospitals to try and, you know, figure this out and see if it has impacted the loss to followup.

It certainly is going in that direction.  I think I can definitely say that.  So even if this data isn't definitive, we are going to continue to visit because the information that has been provided through these visits has been invaluable.
>> So we are going to wrap up with what's next.  And so we are certainly going to continue with the visits.  We have our 6 family educators, and they will continue to visit hospitals and audiology practices that are on their list.  And they are also being matched with families that are referred right from the EHDI program right over to our office.

We are also going to be part of the state‑based learning community development, so that's part of the new grant that I brought up in the question earlier.  So we will have a key role in helping to organize, implement and coordinate the work of those learning communities.  We are going to do some additional leadership behavioral development.  I run a staff leadership academy for the staff that I have, and a lot of the activities and work that we do is really appropriate to use with our 1‑3‑6 educators.  So we are going to do some of that.

I wanted to mention, and all of this really what we are doing is really dovetailing really nicely with what the EHDI is looking for, so I'm really excited.  I wish we could take credit completely for all of this, but I know we need to collect more data, certainly not enough data.  

I wanted to just bring this map back up of Virginia because one of the things that Irene and I didn't mention is that the reason why I think this works so well in Virginia is that these 1‑3‑6 educators are part of a collective voice.  So we have 23 staff, 290 volunteers called family navigators scattered all throughout the commonwealth and 6 family editors.  They are connected to larger voices.  Support organizations like Hands & Voices, for families of children with ‑‑ who are deaf or hard‑of‑hearing.  But they are also just connected to this group of families who all share similar experience.  

My daughter was screened through newborn hearing, diagnosed as deaf, at 18 months old they realized she was blind and not deaf.  So each one of us has different experiences with how ‑‑ what happens in our lives.  And my daughter has different disabilities in addition to her vision impairment.  But, you know, so for me, as the director of a center, it is an odd place for us to be under a University.  Most family support organizations are not.  It is a huge benefit for us because we get access to research, grant writers, lots of infrastructure that I frankly couldn't do without having the staff that we have.

What is nice is that we get that collective voice and what I get is I get that reality check.  It is something we bring back to the other 100 employees at the University that are in our department, and they get that constant reality check of what's happening on the street, what's happening in the street, we share this among ourselves, and it is not just kept in a silo.  And I also feel that we benefit because of the family wisdom and experience.  Every one of the families that we are working with us is bringing great information to us.  And I would say that we are building our content knowledge in this area of hearing loss, and we are building research opportunities.  

So it is a great benefit for us to be partnering in this as well.  So we are going to open this up.  We have a few minutes for questions.  I encourage you to use those big index cards if you want a question ‑‑ we can respond later and send it in an email.  We have postcards on other chairs.  We would love you to tell us what you are going to do in the next 6 months to engage families.  Get busy, you have 5,000 emails tomorrow that you didn't do while you are here.  And we want you to be reminded in October, September, that you made a commitment, a pledge to do something and you can celebrate that you did it or it is the uh‑oh, it was on my list and I forgot to.  And it will be a great reminder for you.  

So we will leave you with a few quotes.  But thank you for being here with us today.
>> I want to say before we do the questions, if any of you know a parent that would like to have a copy of this, please help yourself to a copy.  We brought some copies.
>> [off mic].
>> They are on the EHDI website.  I think you can click on our session and the PowerPoint pops up.  We had all of these ‑‑ all of our resources, for some reason they did not load the handouts.  And I think other presenters said the same thing.  So hopefully they will be up on the website as well.  But you are welcome to leave a business card, and we will send all of this by email as well.

Other questions?
>>AUDIENCE MEMBER:  Do you plan on expanding this to the midwives and birthing centers since they contribute to the loss to followup numbers?
>> Okay.  The 1‑3‑6 family educators are sort of responsible for knowing the resources within their region, and that definitely includes midwives and birthing centers and things.  So we do plan to do that, but as I said, we don't ‑‑ aren't on top enough at this point with those facilities or those, you know, providers.  So at this point they are not doing that, but that is like when we do our learning community we are kind of doing ‑‑ it is going to be state‑based, but we are going to kind of do it regionally.  So we are thinking that that's going to be part of the regional one, when we are getting other providers together, we will learn more about the birthing centers, the midwives, other people who are providing services.
>> Are there any other questions?  Okay.  Thank you very much for attending, and we hope that this was useful and provided some new ideas for you. 
[Applause] 
(Session concluded).  

