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(Standing by).
>> All right.  We are going to go ahead and get started.  These are test by fire, these 30‑minute sessions.  So welcome, my name is Andrea Marwah, parent of a 16‑year‑old deaf child.  She doesn't appreciate that.  So a deaf young adult.  And I work for the Illinois School for the Deaf outreach department where I do consulting, mainly IDEA and advocacy, but most recently I have obtained the role of the person who trains and is the point of contact for our designated service coordination role.  So I wanted to give you guys the background, why we did it and what we do.  If you don't have designated service coordinators in your state, then maybe this is something you can utilize.
So we in our state for many years actually had designated service coordination people.  So in ‑‑ does everybody call their Early Interventionists service coordinators, so you know what I'm talking about?  
Okay.  So we found a need for our deaf and our vision population to need someone within their office who could be designated as the person who has more knowledge on those 2 disability categories.  It was up and running through a grant funded Early Intervention program that was housed at the School for the Deaf.  I was not privy to that.  I didn't work in that section.  But when we did a JCIH meeting we realized that when the funding was lost, no one was even doing training, no one was making sure that this designated service coordination role was working well.  So we decided, everybody laughs, it was when Andrea got up to go to the bathroom, decided that Andrea would take this on.  So this has been a lot of fun.  So we had our JCIH meeting, so Illinois State is broke.  We have absolutely no money.  So the first thing we said was, what can we do without spending any money?
So one of the goals that we came up with was goal number 2, and how can we address the needs of that goal.  So it is to have timely access to service coordinators who have specialized knowledge.  It is for hearing, but we have always encompassed it with hearing as well.  So we do both.
We deemed that we need to get this designation service coordination role back up.  We did find that a lot of the offices still had a designator who was doing it, the designated service coordinator and had no training on it, or maybe they were a parent of a child who had a vision or hearing loss.
So we decided that the way that we used to do the training was we would get every service coordination office, which there is 25 in the state, to send at least one person to a training, and we would train them as a designee.  What would we do?  Here you go, good luck, we will see you later.  And then they were off in their own world and didn't have a contact or anything.  That's not really the way we want to do it now, so we knew we needed to revamp the training.  When we looked over the old training PowerPoint presentations and we did videos, even, the person that was doing the presentation had retired like 10 years prior, so that's how old these were.
So we had a lot of work to do around that.  So we decided that we are going to get a work group together.  So these are the players in our state.  We did not do this alone.  We used all of the individuals from these specific organizations, as well as parents.  We did have parents in the room.  Many of us in the room are parents and professionals, but we did have that parent component in there as well.  And why was that?  Because who was the service coordinator working with?  The parent.  So we wanted to make sure that they had that, too.
So the first thing that I did is I  wanted to send out a survey to all the current coordinators to say, you know, what is working for you right now?  What do you like in the role and what do you not like?  It was an overwhelming response that we got from everyone, they needed more training.  They felt they weren't up‑to‑date with anything.  So we knew that was our first step.
So a representative from the Illinois School for the Deaf and the bureau chief of the Early Intervention, and the bureau chief and Fryburg (sp), we did a road trip and visited 24 of the 25 offices.  With anyone familiar with Illinois, it is very long, and not so wide, but it takes you about 6 and a half hours to go from border to border.  So we got to know each other very, very well.  And we did ‑‑ it was wonderful that I could have FaceTime and the managers of the offices as well.
After that we developed a flyer, and I believe there is the flyer.  Here is the flyer that I developed to help ‑‑ to give to the designated service coordinator to say come to the training.  We want to make this easier for you.  Here is what we are going to do, the date, it is free, you get EI credit, everything is great.  Come.  We had a lot of people come to that initial training.  It was last June.  And so the information was here as to what to expect, and we were able to sit down with them face‑to‑face.  If you are with the bureau chief and you go to these offices, we had to keep bringing them back to what we are talking about.  I can ‑‑ like I said, Illinois did not have a budget for 2 years, so what do you think the questions were that came up?  We were able to group them and here is what we are going to do with this.  We are going to give you the latest and greatest of all the information we can about these 2 disability categories and the combination of the 2.
So we also asked them what training topics they would want, and the reason we wanted this information is what can we incorporate into that initial training, and then what can we offer them as more training along the way.  Because, again, we didn't want to do that initial training and then send them on their way and say good luck.  We wanted to make sure that not only were we sharing new technology that comes out and new information, but any change that maybe happens in the bureau.  We wanted them to understand when it impacted our kids.  So these were what they wanted.  These are the things that they wanted to understand.
So since then we have had some requests for trainings as well, and we will go into that in a minute.  So our designated service coordinator, they provide service to families who have, you know, they can have vision loss, hearing loss, a combination of the 2.  This doesn't have to be their main disability, but if they have it, they can have this ‑‑ so they have money pulled into their office in a different way as well, so they run a little bit different.  So not every office runs the same.  Anybody have a state like that, where their Early Intervention offices run different?
So that's what ‑‑ I didn't know that.  I really wasn't that familiar with it.  But when we would go out to these offices some have a lot of money from fiscal and some have hardly any from their fiscal.  So they run it a little different, but we wanted to make sure no matter how they were running it, one, they had a designee, and had this specific information about these 2 different disabilities.  They oftentimes are the designated coordinator that will work with the family.  So sometimes it depends.  
In the city of Chicago when they have, you know, hundreds and hundreds of children through their office, they can't have a designee.  So they have a person of that base knowledge, if the service coordinator has an office with this, they go to them to ask these tough questions.  And there are some that can afford ‑‑ that can afford a designee.  That can come in with 1 or 2 or a combination of those.  And these designated service coordinators will receive that additional training.
And like I said, let's do a central point of contact also.  Let's not send them out and say good luck to you.  Because sometimes questions come up, and yeah, they watched the training and we have made the training available so they can go back and look at it again, but sometimes it is either shoot an email, do you know about that.  So I'm that person.  I'm the central point of contact, and from that first list of people I have people that I can go to to ask questions.  So a lot of the deaf related questions I can answer, but the vision, it is not my forte at all.  So I usually have to use my experts out in the field to answer those questions.
So here is what's happened so far.  So June 2017 we had our initial training.  And we had, I want to say 46 people come to the training.  Since then, we have ‑‑ they have requested 6 individual trainings on different topics, and here is a couple of them, deaf with other disabilities or combined, vision loss and other disabilities, hearing loss is something we do in Illinois to help them understand the unilateral and mild losses, and what those kids miss.  Anybody done the [off mic] spelling test before?  We do that to all the providers and to see the frustration on their face, because it is a big light bulb.  And then we do the basic training, which is what I did in June.  That was recorded and is available for everybody to view in a webinar format.
And we are not doing that again unless it is requested.  So I do have one, next week is our spring break, the following week, where those people who didn't make it to the training, someone requested it and I said, well, can we open it up to other designees.  Maybe new designated service coordinators, we will train them again.
I have had 31 calls from designated service coordinators or program managers, and the issues that they have requested information on are listed there.  These do not include the ones where I'm at a conference and someone comes up to me.  I need to start logs of those because that's a lot of times when the question comes up.  Or a vendor comes up to the table for the School for the Deaf, those are the times, but at least they know they have a go‑to person and they don't feel alone out there.
So our next step, so we are almost a year in, in June we are having another training.  We are focusing on technology.  So I'm just starting to develop that and get my experts to assist with that.  I'm not sure if I'm going to have ‑‑ at our initial training last June I had a vision specialist, who also was a Deaf‑Blind specialist, I had an audiologist, I had the bureau chief and I had myself.  So the 4 of us did the presentation.  This year I want at least one other person besides myself to talk about technology, someone that's way more well‑versed in it.  So that's our next step to do that.
The other thing is, so our School for the Visually Impaired does not have an outreach department like our School for the Deaf does.  So at this point, I am still that point of contact, but what would be a beautiful thing is if they had their own or someone designated that I could go to.  So at this point they don't have the funding because, again, Illinois doesn't have any money.  But at this point I do it.  And that's fine.  I know a lot of the people at the school, and some people at other like Philip Rock Center where I can reach out.  So far, it hasn't been a big issue, so hopefully, it stays that way.
So that is the program.  Anybody have any questions?  Anybody have something like this already?  Can you pass the mic?  I think I went way faster.
>>AUDIENCE MEMBER:  And yeah, you did go too fast for me to miss, long was this training?
>>ANDREA MARWAH:  I did not say it, but it was 4 hours.
>>AUDIENCE MEMBER:  And everyone traveled to you?
>>ANDREA MARWAH:  We held it in Bloomington, which is almost mid state.
>>AUDIENCE MEMBER:  Did you pay them mileage or anything like that?
>>ANDREA MARWAH:  Fiscal would have paid for that.  No charge for the training.
>>AUDIENCE MEMBER:  No charge for the training.  
>>ANDREA MARWAH:  Typically what we would do is hold it at the School of the Deaf, and there is a conference, and we co‑host it, and we thought it was central and easy to get to.
>>AUDIENCE MEMBER:  What was the unfair spelling test that you referred to? 
>>ANDREA MARWAH:  So there is an unfair ‑‑ anybody else know what the unfair spelling test is?  There is an unfair spelling test where you get your audience to have a piece of paper, and they have to draw 2 lines and they have 3 sections where they are going to take a spelling test.  The first one is a profound loss.  And basically, what you hear is the first word is ...  the second word is ...  just for them to understand.  And then even when we get to mild, it is all done through a computer.  The mild one is still very, very hard.  What does it do, though, for people that aren't like us and work with this population, the light bulb goes off.  Wow, even a mild loss is that impactful.
So Google it.  I think you can download it.  It is a sound file.
>>AUDIENCE MEMBER:  When do you go to other states to offer that training?
>>ANDREA MARWAH:  Will I go to other states?  I could.
>>AUDIENCE MEMBER:  Is that possible through your program?
>>ANDREA MARWAH:  No, it is not.  State of Illinois doesn't send me out of state.  So when I come to things like this I do it with a different hat, my Hands & Voices hat.
>>AUDIENCE MEMBER:  If a baby enters the Part C program prior to identification of hearing loss, do you change to a specialized service coordinator or does that service coordinator remain coordination and then just goes to the specialized service coordinator?
>>ANDREA MARWAH:  We will typically keep them.  There is no reason to move them over.  It is office specific.  It didn't seem to be an issue, so I think they just stay where they are at, unless a parent is not happy.  Then that's a perfect opportunity, perfect segue way to get a new service coordinator.
>>AUDIENCE MEMBER:  You mentioned the basic training webinar.  Where can we find that or where can we access that?
>>ANDREA MARWAH:  If you go to Illinois Sound Beginnings, it is ‑‑ the presentation is out there.  Feel free to go out and take a look at it.  And if you want, I will give my email and it will be up there.  You can email me, too.  It is andrea.marwah@Illinois, spelled out, .gov.
>>AUDIENCE MEMBER:  It worked in the last room.
>>ANDREA MARWAH:  All right.  Question?
>>AUDIENCE MEMBER:  I'm from Massachusetts, we had a similar program, but it kind of faded.  People didn't get enough support, I think, and didn't realize they were a designated person.
>>ANDREA MARWAH:  Right.
>>AUDIENCE MEMBER:  I'm wondering if ‑‑ maybe you said this and I missed it, but is there any kind of financial incentive for a person to be a designated service coordinator or ...
>>ANDREA MARWAH:  That was not.  I was like, can't we do something, you know, give an award, give them a pretty something?  And so the bureau chief has it in their mind, but no.  I don't find it fair, but the people that do the designated service coordination have a passion for it anyway, so they like it and they want to do it.  But it is a lot more work typically.  So especially when it comes to the kiddos that get technology, it makes it a whole different ballgame.  So meeting that expertise is very, very important.  But no, it was something that came up in our meetings, too.  In my world, they would.
[Laughter]
>>AUDIENCE MEMBER:  Hi.  Can you share with us what you're hearing from your families?  Is this working for them?  What is the feedback?
>>ANDREA MARWAH:  That's a good question.  I don't think we are getting any feedback from them.  We aren't, because this is the back‑sided thing, how can ‑‑ now with the Hands & Voices, I do get calls if they are happy or not, but then again, I change over to an advocate and help them.  If you don't like your service coordinator, you need to advocate, I don't like them, who else can I have.  That might be a really good thing.  We would have to do a sample.  But it might be a really good thing to do.  
When my daughter was in early intervention, she was late diagnosed, I don't even know if they had them.  But it was 16 years ago.  So it is a lot longer ago.  So I don't know.  But really good point.  That might be a good thing to add.
>>AUDIENCE MEMBER:  I have a question.  With turnover rates, what have you noticed for the turnover rates with designated service coordinators, and how do you ensure that there are ‑‑ that there is capacity being built for other potential service coordinators who might be waiting in the wings when that person does leave?
>>ANDREA MARWAH:  Right.  That is going to be office specific, but something we had in mind, and that was why we didn't want to give them the binder and say, bye, have a great time.  A lot of the program managers from the offices came as well.  I thought when we got the list from the existing one, so 5 years ago ago we got a list of the designated service coordinators, and I thought for sure that that list was not going to match at all the current.  It wasn't half bad.  I want to say like 65 percent are still in that position.  So they are still doing it.  
Service coordination in general, it can have a high turnover.  But these designatees, service coordinators, seem to be sticking around.  But that's why we offer it at any time.  If an office finds hey, we just had a huge turnover, they can offer it to the entire staff.  It is up to them what they want to do.  That's why we did not want to do that, go on your merry way, good luck.  So good question.
>>AUDIENCE MEMBER:  I'm just curious, what other benefits have you seen, like have you seen like less misunderstanding of eligibility issues or better followup because they have ‑‑ they are more informed about what they are doing?
>>ANDREA MARWAH:  Right.  I think what we have seen the most of, and these are the ones that I use, because I just ask them questions, they are not noticing any glitches.  And what I also notice, too, it seems like there was a disconnect.  We have an AT person in the state who works with any assistive technology, and there was a disconnect from the people out in the field working with this individual.  So I think once we actually kind of dissected what their position was and what she was supposed to be doing, what the processes were, it made it a lot easier.  So that is running a whole lot smoother.  She is getting a lot less complaints on her side because they are now understanding exactly what they need to do.  Because there are a lot of steps.  I don't know about you guys, if kids are getting hearing aids or something, if they are doing it wrong, it is delaying the families.  We are not seeing that as much anymore.  So that's working.
Yes?
>>AUDIENCE MEMBER:  I'm sure your webinar, your training would explain this, but in our state we are kind of working on how much information a service coordinator provides the family.  And right now, we are still in the process of working on maybe a specific service coordinator working with the families.  Do your service coordinators, are they the ones responsible for letting the families know what services are available?  And I like the word that you used this time, the opportunities instead of choices.  But in your training do you give those service coordinators enough training to explain those options?  Those opportunities to them?  Or in your state, do your audiologists do it?  Who in your state really is responsible for that?
>>ANDREA MARWAH:  For the designated service coordination, that is one of the pieces that we are doing in our touch base in June, is that sensitivity of unbiased information.  So when ‑‑ back to the basic training when we did it, I was there doing a lot of the training, too, but my main focus was parents, what kind of support is out there for the parents, and what we should be telling them.  
Because we oftentimes find that there are professionals out in the field who are extremely biased.  So how can we bypass that and get that information to the parents so that they really do have that true choice.  And they are not hearing bias out there.  So it is definitely going in my training, so keep checking that website and at the end of June, you will see that out there.
>>AUDIENCE MEMBER:  So I'm from Colorado Springs, and we started doing something a little bit like this, but we have a coordinator here, and then I am a designated service coordinators at our CCB, so I'm a self‑selected person as a parent of a deaf child and also just kind of attach myself to that and we also do ‑‑ so I ‑‑ my case load is all kids [off mic] and vision concerns.  And so we kind of all collaborate and we have team meetings and we have lots of different resources that we have been able to bring all together to the table.  We even involve some of the audiologists and some of the hearing screenings and everything together and it has worked really well.
>>ANDREA MARWAH:  Is that just in your office?  You should roll it out, it sounds really good.  Better watch out, all the other Colorado people are going to follow you out of here.
>>AUDIENCE MEMBER:  And for scheduling reasons, [off mic] parent facilitators that work specifically with kids are hearing concerns, so it is a lot easier for them to schedule with one service coordinator and AT goals and also transition steps.  So like I may know some of the technical aspects of the schooling, but we have got more like actually ‑‑ so we work together as a team, and we can partner from the initial like visit all the way through.  And so they have this extra kind of piece.  As a parent, my child is 5, so I also get to go to a lot of the Hands & Voices things, and they get to know me on another level and a cool relationship involved.
>>ANDREA MARWAH:  Are you going to Chicago next month?  You should submit to talk about that.  But yeah, that sounds ‑‑ and in a perfect environment that would be amazing, if we could get them all to do that.  But since I'm in Illinois, that's not going to happen.  That information, get that out to them, and then have that person sitting at a desk waiting for the calls.  Anybody want that in their state?  That sounds really good.  I think this is the one last question.
>>AUDIENCE MEMBER:  How did you set up the Illinois School for the Deaf would be responsible as the point of contact and your role?
>>ANDREA MARWAH:  The whole thing is I went to the bathroom.  Because I have an income coming in from the school.  I've already paid, and because we are such a very ‑‑ our state is terrible financially, I don't know if we had signed our agreement, but since I had capacity on my desk and I do outreach, that's how we decided it would be me.
>>AUDIENCE MEMBER:  [off mic].  Do you have an agreement with the State EHDI program, or just outreach through ‑‑
>>ANDREA MARWAH:  Outreach from Illinois School for the Deaf.  We consult with EHDI, because they were the ones that did the JCIH meetings to make sure we were following the practices that we said we would be following, I touch base with them, but they do not fund it.
>>AUDIENCE MEMBER:  You saw there was a need, contacted the bureau director and she was happy to have someone ‑‑
>>ANDREA MARWAH:  She was part of that initial work group.  So we all in that work group decided together, and then it was just who could be our pinpoint person.
>>AUDIENCE MEMBER:  Okay.
>>ANDREA MARWAH:  And, you know, it was me.  
All right.  Are we time ‑‑ all right.  Thank you, everybody.  Reach out to me if you have any questions.
[Applause] 
(Session concluded).
>>SARA DOUTRE:  Okay.  We will go ahead and get started.  Welcome.  Our session is called How Many Ways Can a Child Get From EHDI to Part C, and we are going to talk today about some of the variations across and even within states in the referral and eligibility processes.  It says across states, but I think some of you may recognize these as happening even within your state.
My name is Sara Doutre, and I am a research assistant at NCHAM, at Utah State University.  I work very closely with Diana Behl, who is a research associate at NCHAM.  We have spent the last couple of years in a project called EI SNAPSHOT.  And SNAPSHOT is an acronym, in addition to kind of a vision of what this was.  So what we did was a  one‑year study, which was called SNAPSHOT.  This is systematic nationwide analysis of program strengths, hurdles, opportunities and trends.  And part of this occurred in a group of 10 states that agreed to survey parents and providers for us, as well as audiologists.  We also interviewed Part C coordinators and EHDI coordinators in many more than 10 states, I will talk about that a little bit more.  Personnel prep programs and publicly available for websites, some of our research questions, the ones that we are going to talk about related to coordination between Part C and EHDI, how does that coordination vary, and what are the strengths and challenges encountered in children identified as DHH through the newborn hearing screening and followup diagnostics receive Early Intervention services by 6 months of age.  
So the methodology for most of what we are going to talk about today came through these interviews we did with state Part C coordinators and EHDI coordinators.  But we talked to both partners in 33 states, and in 15 states ‑‑ we talked with someone in 33 states.  In 15 states we talked about both partners, in 13 states we only talked about the EHDI coordinators, and only Part C in 5 states.  So that doesn't add up ‑‑ yeah, it does.  33.
We had interview questions ‑‑ here I am questioning my slides.  Okay.  We have had questions about state governance, eligibility criteria, and we spent a lot of time asking each time to describe ourselves that process of how does a child, who identifies as having a hearing loss, go from a newborn hearing screening in the hospital to receiving Early Intervention services.  What does that middle ground look like?  We know that's our goal, right?  We know we want to find these kids, and in 6 months we want them to be at Early Intervention.  We wanted to know, what's happening in those 6 months, and how does the Part C side see what's happening, what's happening in the EHDI side.  (audio skipping) conduct interviews.  So just as a quick background, so we are all on the same page, EHDI goals, one month, screening, right, 3 months, diagnosis, 6 months, Early Intervention.
Okay.  Pretty simple, right?  Seems pretty linear.  This is our process.  Okay.  Part C is a little more complicated, and I think this audience knows a little less about Part C.  In my background I'm kind of a Part C regulations junky and have a lot of stuff with policy.  So I'm not going to read through the regulations on the next slides, but they will be on the app and you can see what I'm talking about.  Each Part C is required to have a comprehensive child find system.  Child find, does that sound familiar to everyone?  Child find, right?  How do they find the babies they serve.  A system for making referrals, timelines, and their procedures are required to provide participation by primary referral sources.  So I'm wanting you to keep that in your mind, are you a primary referral source.
And, of course, the rigorous standard for how do we identify these kids.  How do we find out about a kid who has a need for Early Intervention service and how do we determine they need those.  And the goal being in the regulation, this last line that's bolded here, that we are looking for kids that we can serve that reduce the need more future services.  Let's catch these kids up and save time and energy and money later.  And I think a lot of our kids in hearing loss fall so clearly under that, if we can get them early, get them language, then they are going to do really well.
So the scope of child find is that they have to find infants and toddlers who are eligible.  So they are casting this broad net.  They want to find everyone, and one of the people that they have to coordinate that's existed in the law is the EHDI system.  Section 303, 302C, ii J.  It is the citation.  But there is a citation that says the Part C that has to coordinate the child find with EHDI system.  As EHDI providers, we are trying to figure out how we are going to get our kids to Part C.  They have a legal responsibility to figure out how they are going to get our kids.  So we want to make sure we hold them to that.
It also says that they ‑‑ again, brings up these primary referral sources again as we go to the next session in the regulations, and they have to have procedures for use by primary referral sources.  So everyone who is a primary referral source should know, what do I do if I run into a baby that I suspect may need Early Intervention services?  And the law says that those procedures have to provide for referring a child as soon as possible, but in no case more than 7 days after the child has been identified.
So I don't know how many of you are familiar with that, but anybody who could be a primary referral source.  If you find a baby that you suspect needs Early Intervention, you need to tell us within 7 days of knowing that.  So who are the primary referral sources.  I want everyone to locate this slide and raise your hand if you are a primary referral source.
Parents, hospitals, prenatal, postnatal care facilities, physicians, public health facilities.  Just about everyone, right?  So we are all primary referral services.  And again, this is some backgrounds I want you to have in mind as we start talking about some of the hurdles we identified in getting those kids from newborn hearing screening to Early Intervention.  So, again, it looks like it is this cute little process, right?  Primary referral source, finds out a kid might need Early Intervention, they refer them to Early Intervention, Early Intervention determines whether those eligible and starts provided services.  It looks really pretty.
We start to put the 2 together, and it gets a little more complicated because we start adding in referral, diagnosis, when do we refer, do we refer after, do we refer to Early Intervention, after diagnosis, what are the eligibility criteria, who do we refer, who don't we refer.  It is not really that simple.  And then in the end, it starts to look like this.  Right?  That's not reality for any of you, right?  This is reality, is that it is really complicated.
So what I want to talk about today is some of our key findings from our EI SNAPSHOT study, and I really want to use this opportunity to talk with you all about the hurdles we identified, and anything you might be doing in your state to overcome those hurdles because I think the way we overcome these is by sharing our solutions with each other.  So our key findings were, and these may be stating the obvious, but now we have an evidence base behind them, Part C, it is really very different in every state.  Early Intervention eligibility criteria for children who are deaf and hard of hearing vary by state and can be confusing to both professionals and families.  So eligibility criteria, who really gets Early Intervention services is different.
Most state EHDI systems rely on audiologists or primary care providers to make referrals to Early Intervention.  And many states face obstacles to sharing meaningful data programs.  So how much time do we have left, 15 minutes?  
Okay.  Talking about each of these 4 areas.  So I'm going to give you a little bit of our data and I want to hear your reflections.  What this chart shows you is the location of, and I'm not sure why it is cut off a little on the bottom, but the location, Part C and the EHDI program in states.  In general, most EHDI programs are Departments of Health.  46 out of, I think, 52, was it?  51.  We did the 50 states and D.C., I don't think we did any territories or the Pacific entities.
But look at Part C.  26 states have Part C in the health system, while 1 are in education, 9 are in some sort of department of human or social services, 5 are in something else, 1 is in like the department of ...  yeah, developmental disabilities.  Just random places where some of these programs, they have been developed, it was maybe a pet project of someone who was there at one point if they have become assigned.  There is not really a lot of rhyme or reason to a lot of that, but they are definitely in different places.
So some of the strengths we found is that everyone we talked to reiterated over and over again that they recognized the value of collaboration.  We have to work together.  Everyone is dedicated in working together for these kids.  States have procedures in place to make this happen.  So there is some sort of written procedure.  As we evaluated those procedures, as interviewers we rated about 48 percent of them as rare, and 48 percent as strong.  So some of those procedures are very clear about how half of them ‑‑ how someone new came to the job, how we looked at that.
Most Part C in coordinating council do not include EHDI coordinators.  So let's hear from you all.  What do you think?  Let's talk about governance.  What are some of the hurdles you see or how have you overcome this distance between the programs in your state?  Or is this not a problem in any of your states?  Are you able to overcome this hurdle really easily of having your programs in different agencies?  
I see some heads shaking.
>>AUDIENCE MEMBER:  [off mic].
>>SARA DOUTRE:  Creates chaos.  Yes?
>>AUDIENCE MEMBER:  We have MOUs among all the agencies involved.  So that's really been helpful.  And we meet and review that together with the state director of Part C and our agency.  But we spell out what that collaboration is.
>>SARA DOUTRE:  So some sort of memorandum of understanding, MOU, interagency agreement, those written agreements has helped overcome hurdles to lay out clearly who was responsible for which piece.  What else?  Thank you for waiting for the mic so the captioner can hear.
>>AUDIENCE MEMBER:  Regarding the hurdle, coordinating council something, is that mandated and do those exist in every state?  So if, for example, I know that as the EHDI coordinator we are not part of that council.  Is that an opportunity, then, to go to them and ask to be involved since we do have the EI, the Part C coordinator on our EHDI advisory board? 
>>SARA DOUTRE:  So the answer to both of those questions is yes.  Each state is required to have a state interagency coordinating council.  There are required members of that council that include like the Part B preschool program, someone over homeless and migrant, someone over state Medicaid.  Unfortunately, the EHDI program is not on there right now, and I see that as an opportunity absolutely within your state to talk to your Part C coordinator and say, I would really like to be part of this and how we are coordinating services across programs.  I think it is also an opportunity, an advocacy opportunity when the Part C, we have the Federal Government, the importance of us at the table as well.
>>AUDIENCE MEMBER:  Another idea in terms of ensuring that collaboration is you could ‑‑ also Part C interagency coordinating council also need strong family representation.  So there is an opportunity as well for families of children who are deaf or hard of hearing to participate in that, and that's another way to make sure that that important work is going on.   
>>ANDREA MARWAH:  My personal experience, I reached out to the Part C program as a parent and said, do you need any parents on your ICC?  We always need more parents, we never have like a list of parents we can call on when an opening comes up.  If you have a strong parent that you think could advocate for your program, definitely.  If you are a parent, a great place where you can help make change happen to make sure this system gets smoother for families.  
Yes?
>>AUDIENCE MEMBER:  This really makes me feel good because I thought ‑‑ actually, we have accomplished a lot of this with our Part C group.  But it took a year to [off mic] and everything.  So once you build that relationship and everybody realizes, then all of those just move into strength, those hurdles really fast and everything.  So I think a lot of this is about having people buy in and spending time to explain your buy‑in.  And our relationship in the last 3 months has just significantly exploded.  I have been a part of ICC since I started and didn't know what it was for the first year and how it interacted, but you know, as that came, you know, now, I mean, I just have so many relationships and stuff and partners.  And it just helps tremendously once you work on that building relationships, sometimes you have to sit back and not push some of these things so they all feel comfortable with you.  But it works.  So that's what it is all about, you know, for the EHDI program.  Audiologist.
>>ANDREA MARWAH:  What state are you from, please?
>>AUDIENCE MEMBER:  From Alabama.
>>ANDREA MARWAH:  If you can share what state you are from, that would be great.  Can I just recommend that you and your you Part C can do a great presentation at the EHDI meeting.  I met a Part C coordinator, was talking to her, and she said, gosh, there aren't very many Part C coordinators here.  Yeah, we need to work on that.
>>AUDIENCE MEMBER:  [off mic].
>>SARA DOUTRE:  Yeah.  Okay.  We will take, I think ‑‑ let's take 2 more, I think, this one in the back, and then up here in the front.  And then move onto our next hurdle, which they may kind of come together.  So ...
>>AUDIENCE MEMBER:  I'm a parent, too, so I got involved with our local ICC, and then now on the personnel and training committee for our state.  And I help develop the FRC trainings and try to infuse the sensory disabilities into what they do.  Because it is all about awareness.
>>SARA DOUTRE:  Great.  And FRC are service coordinators in your state.  Family resource coordinator.
>>AUDIENCE MEMBER:  Washington State.
>>SARA DOUTRE:  I recognized that acronym.  There is an opportunity, right?  So imagine if you had someone from your EHDI team or a parent who is really strong in EHDI who is developing the training materials for all the service coordinators in the state, like huge strikes to the system.
Okay.  Let's take one more up here, and then we will move on.  So keep them in your mind.  I just want to make sure we get them all up.
>>AUDIENCE MEMBER:  I'm Linda from Vermont.  And we actually do have a sub agreement with our Part C program.  So in our Part C program is contracts through Part C, so it is a separate organization.  But I just wanted to comment, that has worked really well since 2007.  And we are actually able to transfer information on children between the 2.  We have a quarterly meeting, we receive a quarterly report from them.  So we have kind of been able to overcome the HIPPA and FERPA issues.
>>SARA DOUTRE:  I will use you as an example.  So eligibility criteria.  So they vary across state.  In some states every child who fails the second screening, who refers on the second screening, is eligible for Early Intervention.  In some states, it must be a bilateral loss of a certain decibel level.  But the variation is huge.  And so what you see here is the very dark states, the darkest are the most broad categories, and the lightest are the narrowest criteria.
We won't spend a lot of time going into those differences.  We can share some of that and we share some examples of those different types in our SNAPSHOT report that I will tell you where to find at the end.  So that causes a problem because it causes confusion, right?  So if I'm ‑‑ look at how many states here, a really light state borders a really dark state.  If I work somewhere and I serve kids from both of those states, can you imagine the confusion in thinking, what are the eligibility criteria there, what are the eligibility criteria here.  It gets really confusing for professionals.  And for families to figure out, okay, my cousins's daughter has hearing loss and she lives in Utah and she gets all of these services, but I live in Arizona and they are telling me my daughter can't get any because she only has a loss of 25 decibels.  Right?  
So there is a lot of confusion around this.  And I want to add to that, one of the hurdles we identified is it is not even just between states, but within states, 58 percent of the states we talked to had another agency that served children with hearing loss.
And those other agencies, whether it is a School for the Deaf, whether it is a division of services for the deaf and hard of hearing, they sometimes have different eligibility criteria.  So you have eligible for one program and not for the other.  For these primary referral sources, and I want you all to think of yourselves as primary referral sources, knowledge about the eligibility criteria, being really clear, being really clear in our cross training with those people we are depending on to provide those referrals is really important.
Any thoughts on having to clarify or make changes to your eligibility criteria or losing kids before that deadline?  
Yes?
>>AUDIENCE MEMBER:  I'm actually [off mic] children first, but it is the birth to 5 coordinator for Early Intervention system.  And I'm from the light colored state of Georgia.  So eligibility is extremely tight.  So in order to be made an automatic or a cat 1 for Part C in Georgia, the child has to have a bilateral minimal mild loss.  Okay?  So you ‑‑ if you get a ‑‑ a followup screen, then the EHDI coordinator is responsible for continuing to case manage that child all the way through the diagnostic process until we know the outcome.  Unilateral ‑‑ unilateral loss kids, the protocol for EHDI is that they have to be referred to Early Intervention services, but they are not a category 1.
So we go ahead and refer them, but if you are talking about a 2‑week‑old baby who has microtia or has [off mic].  That is something that our state leadership is aware of.  There has been lots of conversations because all of the birth to 5 and EHDI coordinators are saying this is ridiculous.  Should be a cat 1 kid.  So sometimes the way we can get around that is we will go ahead, and it is going to be a variation of health district to health district.  So I'm going to speak for our health district.
One of the things that we do is the children first program for any child that has [off mic] with the parent.  That can be done at primary care physician's office, but if they can't assure that, then they are responsible for taking care of it through the local health center or through the district level.  So we will go ahead and do a developmental screening questionnaire with the parent.  Even though we know that kid has, you know, microtia or unilateral loss, we will do the developmental screening questionnaire.  I don't care if the kid scores 60 [off mic].  We go ahead and combine that with the diagnosis, and we send them straight on.  They are referred to Georgia Pines, and we refer them to Early Intervention, the issue is on the back end of that Part C program determining whether or not that child is eligible for services under the Part C counterpart.
>>SARA DOUTRE:  Yep.
>>AUDIENCE MEMBER:  To me, it would be easier for federal legislation just across the board, they said unilateral loss or any form of hearing loss is interpreted as a category 1, if it came from the feds.  That takes everything from out of the gray area for all of the states.
>>SARA DOUTRE:  So listening to what she just said, I'm an audiologist and I only see like 2 or 3 newborns a year, let's say, and I heard what she just said.  I think my likelihood is probably to say to parents, I'm not really sure, I don't think your kid would qualify.  Like I'm not sure.  I remember going to this training one time, they told me it is really complicated, and I'm not saying for your audiologist it is that way.
>>AUDIENCE MEMBER:  [off mic].  Part of the way Georgia has addressed that ‑‑
>>SARA DOUTRE:  Is by referring everyone.
>>AUDIENCE MEMBER:  Children first process.  Single point of entry for any child.  Potential risk factor.  I don't have to make the determination.
>>SARA DOUTRE:  Exactly.
>>AUDIENCE MEMBER:  The job is just to refer.  It is our responsibility.
>>SARA DOUTRE:  Let's not bother to even helping audiologists understand the complicated decision, because you can make these children eligible through informed clinical opinion.  So you really don't know, there may be a kid with a unilateral loss, and under diagnosed condition it doesn't make them eligible, but the Part C team, when they look at that family, the needs of that family, they assess that.  They may use those informed clinical opinion to make any child eligible.  
And so to me, the easiest way to erase this barrier is just to say, I mean, I think you have to, again, build that relationship with your Part C program, right?  You have to talk to them about this is why you are going to see a bigger influx of kids.  Let's work together of getting our pediatricians trained in doing these screeners and help them understand.  But there are very few kids who should not be referred for Early Intervention services.  Whether they are eligible is up to Part C.  But I personally would love to see, and I think it would help relieve ‑‑ remove some of these hurdles, if we just realize that once those kids are especially diagnosed they probably should be referred.  Because even if their hearing loss doesn't qualify them, there are other factors that are going to be considered through eligibility.
And that leads to that 67 percent of the states we spoke to to rely on the audiologist or primary care providers to make referrals to Early Intervention.  We are not making those direct referrals.  So I want you to go back and think about what's your ‑‑ how many of you raised your hand as a primary referral source.  If you know a child may need Early Intervention, you are to refer them within 7 days of knowing that.  And I think that sometimes we forget that and we get into this complicated system, and I'm not trying to oversimplify and I do think you have to build, figure out the capacity for that happen, but we also have to start to think ourselves as primary referral sources, and it not just dependent on the audiologists and the primary care providers. 
The last hurdle that probably we spend the most time talking about, we are almost out of time, that many states face obstacles to sharing meaningful data between programs.  And it is not so much ‑‑ we have seemed to be able to figure out how to send referrals to them and which kids to follow up with, but there are still some obstacles there.  At least 3 programs said they won't refer the program unless they have consent from the family.  Figuring out what that looks like.  21 percent of the states that we talked to said that Part C cannot share any child specific information.  That's a problem, right?  For following up?
So I know we are out of time, but I just want to say that there are solutions for overcoming that.  So Linda commented already, Linda in Vermont, a great example to look to, they share all of their data back‑and‑forth.  Does it take several years?  Yeah.  But we have to eliminate this as a hurdle and keep pushing for that sharing.  
I think another example is Minnesota.  Anybody from Minnesota in the room?  Minnesota is moving toward the longitudinal date system and EHDI into the system that's going to collect and follow those kids through school and getting jobs, right?  So if states are figuring out how to do this, it is clearly possible under federal law.  So we have to stop saying, oh, HIPPA makes it way too complicated, we can't share data between agencies because of HIPPA.  Because clearly, some people are figuring it out.  So I think what NCHAM can commit to is try to share those examples so you have models to use.  
Anyway, I wish we had more time, but we don't.  But if you go to EI SNAPSHOT or eisnapshot.org even, you can download all the materials we used, our final report, and a summary.  The final report has all of the data I shared today in that final report.  You can also look at our interview protocol that we used and speaking to programs for some ideas about what to talk about if you are starting to build that relationship between EHDI and Part C.  And we will talking about the pieces related to service coordination back in this room.  So thank you.
[Applause] 
(Session concluded).  
