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(Standing by).
>>DIANE BEHL:  Good afternoon, everyone.  I'm getting the signal that we are good to start.  Thanks so much for coming.  I saw everyone downstairs with their luggage heading out and I thought, oh, I hope somebody comes for this afternoon.  So thank you.  I'm Diane Behl, and this is Sara Doutre, and we're here to talk about EI SNAPSHOT.  Raise your hand if you have heard anything about this study so far.  
Great.  So I will be telling you a little bit about it.  I'm interested in finding out a little bit about who we have got in the audience.  I'm wondering if you can raise your hand if you are an audiologist.  Oh, good, a lot of audiologists.  Funny you came here.  All right.  All right.  Great.
And let's see.  Early Interventionists?  Oh, good.  This is so great.  Okay.  EHDI coordinators?  Family leaders?  Cool.  Thank you so much for coming.  All right.
Please let me know if you can't hear, if you want to stop, need me to repeat anything.  So we are going to be representing the work that, of course, Sara and I did, but of course there is additional researchers that are listed here on this project.  And so one of the things I want to start with is what is the role of an audiologist in early intervention.  So one of the things I first pulled up, the role of an educational audiologist, that was a great little article.  And so we all know the involvement of the audiologist in the EHDI system, but what about beyond diagnosis and referrals?  Okay?  So, for example, is anyone taking the lead in supporting Early Intervention hearing screening efforts?  Raise your hand if you are doing anything in working EI in their hearing screening.  Anybody doing that?
Okay.  Great.  There is Ginger.  Monitoring hearing of babies that go into Early Intervention?  That's something that's pretty common.  Hearing aid management?  But then what about Early Intervention staff and the family, training?  Consulting them?  Great.  Okay.  There is that role in communicating the auditory needs to families to Early Interventionists, that broader team.  How many of you audiologists or perhaps Early Interventionists have audiologists that are part of your interdisciplinary teams?  Attending IFSP meetings?  
Okay.  I'm seeing some of that.  Okay.  Great.  So those are some examples of what we would expect to see at least from what should happen with the role of audiologists in Early Intervention.  And so as part of this Early Intervention SNAPSHOT study, which we have got a couple of the executive summaries up here, I have to keep looking at what the acronym for EI SNAPSHOT stands for.  Because after 18 months I still haven't been able to have it memorized.  It is essentially intervention for children for deaf or hard of hearing, a systematic nationwide analysis of program strengths, hurdles, opportunities and trends.  So that spells SNAPSHOT.  So our research question is looking at this component, what are the characteristics of audiologists serving families of infants and toddlers birth to 3 who are deaf or hard of hearing.  What are the characteristics of the Early Intervention services being delivered by the audiologist.  What are the strengths and challenges that they are facing.  How do audiologists engage with Early Intervention in EHDI, you know?  Are they, you know, making those referrals to Early Intervention, are they doing that trainings and teaming and consultation, and that family support effort that we identified earlier as what likely should happen.
And so this is how we went about assessing that.  We worked closely with 10 states in ‑‑ that participated in identifying their audiologist and Early Intervention providers.  So I'm going to be sharing a little bit of information from the EI provider as well.  But the states identified, and some were audiologists, perhaps they were education audiologists working in a school system or Part C, a lot primarily were in the clinic type setting, and also private providers.  
The way we did the survey is the providers received an email from that state administrator often like the EHDI coordinator, for example, with a hyperlink to an online survey.  They completed the survey, and it went into a quality type online data system.  And what I will be doing is sharing with you what we found out for, there is 402 EI providers, I will tell you what they told us about interactions with audiologists, and 187 audiologists from these 10 states.
So what about their background?  Interestingly, over half of the audiologists had greater than 15 years of experience with a median of like 12 and a half years.  So I was impressed with that, that they were so experienced.  The majority had at least half of their caseload comprised of children birth to 3.  We wanted to get a sense of are these audiologists still mostly serving adults, perhaps, and just a smattering of babies?  But with our respondents at least half of their case loads were infants and toddlers.  Over half worked in the clinic setting.  We had about 16 percent in an education or school setting.
So I'm going to show you what the data looked like for some of the questions that we asked them.  One of the things we asked them first was about their communication with the EHDI program, and we asked them, for example, did you experience difficulty contacting EHDI, and the black line is no, blue line, yes.  And so, you know, just a small smattering, less than 10 percent said they ever had difficulty contacting the EHDI program.
Have you ever ‑‑ within the past year is the way we phrased it, did you respond to a request for information about a child or family from EHDI.  So was EHDI contacting you, if you had to respond.  The majority, you know, again, we only had about 15 percent that said no, so there is some communication going both ways.  Did you receive any training or information from EHDI?  The noes are starting to creep up a bit here.  So we have got that closer to almost 30 percent, over a quarter said they didn't get any training or information from EHDI, which sounds like a pretty hefty sized group, I think.
And what share requested audiological information with the child's primary care provider or physician, medical home communication.  Only a small percentage, only about 4 percent said that no, they didn't do this.  That's kind of what it looks like with the EHDI system.  So next we asked them, well, what about communication with Early Intervention?  And so you can see here, you have got 90 percent saying that they provided the requested audiological information about a child to EI, that information is going that way.  Did you see a child referred to you from Early Intervention?  83 percent said yes.  Did you see a child who was deaf or hard of hearing and refer them to EI because they weren't already connected with them?  And we had 81 percent that said they needed to do that within the past year.  Consulting with EI staff about a client's needs to inform your service as an audiologist or to inform Early Intervention.  68 percent.  And so that's a roughly about, what, two‑thirds there.  So about a third haven't been doing that.  Consulting with EI staff about a client's progress, about 60 percent there.
As we really think about that more intensive interaction with Early Intervention and audiology we see the numbers drop.  32 percent received a copy of an IFSP from a client.  21 percent said that they provided requested training to EI providers on hearing related issues.  16 percent received an invitation to participate in an IFSP meeting, which is pretty small.  And actually, participating, only about 13 percent.  So one of the things we can have a conversation about in a bit is kind of the reasons behind those numbers, but when you think about what's working in terms of that communication with Early Intervention and what's not, we have some gaps.  And so then we asked about other challenges and successes.
And so we asked the audiologist, do you have difficulty contacting Early Intervention program, 17 percent they did.  The majority don't have trouble with that.  What about suspecting that an infant or toddler who is deaf or hard of hearing may not be receiving the appropriate services.  Almost half had that experience, at least once in the past year.  What about hear positive feedback from parents about the Early Intervention, you know?  78 percent said yeah, that's good, though.  We are also hearing a lot of positive comments.  And what about from getting requests from parents seeking private services, parents looking for more ‑‑ over 62 percent of the audiologists, yeah, we have heard from parents that they have this need.
And so when we asked them from kind of a more open‑ended perspective, what challenges do you think of families of infants and toddlers who are deaf or hard of hearing, our sense from families is they really struggle, there is the language and cultural barriers, particularly with families understanding the importance of things like that auditory stimulation for, you know, in terms of getting hearing aids, the importance of Early Intervention, they face transportation challenges, limited access to services outside the metro area, finding pediatric providers, accessing pediatric audiologists in particular.  And that families are having trouble accessing places that will accept Medicaid and EHDI funding from hearing aids.  So do any of those things sound surprising?  No.  Yeah.  I think confirmatory there
So here are some additional things we said.  We think families are lacking unbiased, unbiased information regarding communication options provided at diagnosis as well as at Early Intervention enrollment.  They see that need to give families more comprehensive information, which I think is something that I have heard throughout this conference.  They need help with family support programs, dealing with grief after diagnosis.  And again, this was the audiologist's wording on that.
And the heavy black, we have got the example of a quote from one who said families like to make contact with another family in our area, however, this has been easier with Facebook.  Parents that I encounter typically don't want this information right away about how they can connect with other families, which is different than what our state likes to do.  So the audiologist is saying we tend to push information on the families that maybe are not ready at the time.  I find that they are more ready and open for it 1 to 2 years after diagnosis.
And so, again, one of my take‑away thoughts is that also speaks to, again, that role of the audiologist to also help as they are seeing that family routinely to be checking in with them and saying, you know, is this something you are interested in now.
Okay.  I said I was going to share a little bit of information from the Early Intervention provider survey.  These providers also did an online survey, the same kind of methodology we used with the audiologists.  And so we sort of got Early Intervention providers into who did service coordination and who didn't.  And just as an aside, if you stay for the next half hour we will talk about how service coordination, what we learned about how well that's working or isn't.
So at any rate, what we have here is we asked providers to what extent do you coordinate with other partners.  And we said do you coordinate well with them, you coordinate, but could use some more work, or no, we don't.  So what you can see here is it was the audiologists here that 69 percent said that they coordinated well with them, but you have got roughly 31 percent that said, oh, we are not doing it or we think it needs some work.
And so one of the things that I think this is valuable for that is that recognition on both ends to say, how can we improve communication.
And then is that the same thing?  Thank you.  See?  Thank you, Sara.  She keeps me on task here.  And so as Sara just said, this is in general how many providers said that they communicate with audiologists, maybe it is not the service coordinator, maybe it is a speech‑language therapist, and you still have roughly about the same that said it could use some work.
Okay.  And so what this got me thinking of is sort of visiting the literature, what are others saying.  And I think our results really kind of confirm another study, I have got the reference from you then that was from the journal of Early Hearing Detection and Intervention, only 78 percent of pediatric audiologists reported ever making a direct referral to Early Intervention.  We had maybe a little more that were doing that.  And their perceived barriers were kind of similar, parent resistance to referral, the audiologist was unsure about how they go about doing that.  They felt making a direct referral is time consuming.  They don't know about the eligibility criteria for their states for Early Intervention.  And a very small proportion, but still 7 percent said I don't think that's our job.
So that I think is just some additional information that gives to this big picture.  And when ASHA did the survey with audiologists, I have got the reference there, those challenges reported by educational audiologists, they have budget constraints and limited understanding of the role of the audiologist by other, again, speaking to the barriers if we have got good interdisciplinary teams with audiologists, this is good things to look at.  So that's the results from SNAPSHOT.  I will turn it over to Sara, who can say, so what can we do about improving these challenges.
>>SARA DOUTRE:  Okay.  Great.  So I'm going to give you my top 10 take‑aways from SNAPSHOT how we can improve coordination, and then I'm going to ask you, I think we have a few minutes left, that you can tell me what I missed or what you have done that's worked.  Number 10, make it as easy as possible for an audiologist to refer a child to Early Intervention.  Usually, this looks like every child you see that's younger than 36 months that has any hearing loss at all, you should refer them to Early Intervention.  Right?  Let Early Intervention decide if they are eligible or not.  You are an audiologist, don't worry about that.  You let them deal with deciding if they are eligible, just refer them all.  
And then how do we make that process really easy, right?  And as we learned we may not want to rely on them, but I think number 9 is let's communicate back to them.  So immediately reinforce that behavior by coming back and telling them, I'm probably with permission from the family, but I will tell you what, I want my audiologist talking to my daughter's school, so I sign that consent right away.  So I don't think this is going to be a problem to say, guess what?  This kid got into services, the family is getting services, reinforce that behavior.
Number 8.  Ask or empower families to ask their audiologist for input on IFSP development in person or in writing.  I, as a parent, have just my routine that one month before every IEP meeting we go see the audiologist, at the end I ask her for a report, I ask her for input on what I should ask for for goals with regard to listening, anything we should do different with the school audiologist.  I really ‑‑ I feel really empowered to do that, and she has given me great advice that the IEP team has listened to.  These are the results, and you can add these results to your file and it sets up what she needs, and we can get there.  I would say empowering families to do that is much better than yourselves trying to coordinate that communication back‑and‑forth.
Number 7, include audiology services in the IFSP, as an EI service or another service accessed by the family.  So we will talk about service coordination, like Diane said, but one of the weaknesses we found with service coordinators is an IFSP is supposed to be about all the services the family is receiving, not just Early Intervention.  So the family is getting some sort of medical services, food stamps, write down there, write down audiology, yeah, we go to audiology for a hearing aid check every 3 months or a cochlear implant mapping every 3 months.  Write that down so the family sees this is a comprehensive plan and while you are not providing all of those things, it is important.
With permission, share copies of IFSPs and progress reports with audiologists.  Again, that reinforces when they see, oh, this Early Intervention service coordinator put this on the plan and they are going to remind them and say like did you go to your audiology appointment.  We can really help each other.
Number 5, model involvement of audiologists in teams at all levels.  From what I see, this happens really well on the EHDI side of things, our EHDI advisory councils, our EHDI leaders are usually audiologists.  Get into those local administrative teams.  Sometimes the State coordinating council, see if we can start infiltrating some of those with audiologists.
Number 3, consider the use of service coordinators trained specifically to work with families who are ‑‑ of children who are DHH, teaser for our next one, but make them experts on how to use audiologists.  So those service coordinators, even those simple pieces, oh, did you know you can list their private audiologist under other services on the IFSP?  That would be great for us, really help families to remember to follow up and go to their appointments.
Number 2, cross train.  Train each other.  Clearly, we have a disconnect there, right, that our audiologists don't feel like they are being trained on what's going on in Early Intervention, and vice versa.  So let's ask each other for training.
And number 1 is just simply talk to each other about how to improve outcomes for kids.  Because we all have the same goal, that's to improve the outcomes for the kids.  They want to see them meet their outcomes as much as we do.  
Anything else you want to add?  I know these were a little bit of a duh top 10, but I think that these are the basics that if we go back to them and say, okay, are we inviting, are we talking, are we writing it down on the IFSP, we will see an increase in collaboration.
Anyone want to add anything?  Success story?  Ginger?
>>AUDIENCE MEMBER:  As a followup, if they would consider putting together a one‑page sheet that says for the audiologist, the importance of Early Intervention, and then putting the citations of how we are legally required to make that referral, and the timeline for that.  Because I understand some of these things you are saying, but I think what's left out of this part so far or what I haven't seen is it is a legal requirement.
>>SARA DOUTRE:  If you were in our earlier session, I had everyone raise their hand who is a primary referral source, and we put that up there.  The IDEA citations that say ‑‑ no, no, I didn't put that into this presentation partly because of that, but you are right, they are a primary referral source, and the law says within 7 days you have to refer.
>>AUDIENCE MEMBER:  Like a one‑page sheet created by NCHAM.  Because that logo, it is well‑known and it is well‑respected, but it just says audiologists, did you know that you are supposed to do this, this, this, and it would be so easy for me as an EHDI coordinator to flip back out to my audiologist and I don't have to vet it through the system because I'm just sharing a resource.
>>SARA DOUTRE:  And we can put the pieces on there, did you know your audiology services can be included, should be included on the IFSP.  Yeah.  Citations, yep.  Thanks.
>>DIANE BEHL:  We will call on you to help us with that.  I'm thinking, if you go to the NCHAM website and click on the component for Early Intervention, there are some other reports that we put out that are a year or 2 old that talk about eligibility criteria and also speak to the role of audiologists, not quite as concrete and to the point that you are asking for, but just want to have you take a look at those.  Because they are related.
>>SARA DOUTRE:  Great.  Maybe we can even get something published in Hearing Health.  We can get it distributed otherwise as well to reinforce that.
Okay.  I think we are out of time.  Are we?  Do we have more time?  We are at 4:09.  So one more comment from anyone?  Something that's worked well?
>>AUDIENCE MEMBER:  I'm a former clinical audiologist who began working in Early Intervention, and this year I do 0 to 5.  And it has been in education, reaching out to the audiologists who I used to know and some of the clinics I did work with.  It has been a long process for some clinics, but we are seeing the payoff and being able for me to try to give background history has worked really well.  And so we started doing yearly presentations at some of the clinics, and some clinics even let us know when they have new audiologists, we can come back out.  So it has been good.
>>SARA DOUTRE:  Great model.  Which state?
>>AUDIENCE MEMBER:  California.  In the Bay area.
>>SARA DOUTRE:  Great.
>>DIANE BEHL:  Someone in the back raised their hand?
>>AUDIENCE MEMBER:  You just said in your earlier presentation that you're a Part C expert, and so one of my questions, and I'm an educational audiologist in, you know, Part B, but I work with our transition team, and my question for you is in the Part C portion of IDEA, in Part B the audiology services are spelled out very clearly.  Is that ‑‑ does that apply to Part C and is that specific?  And I think including an audiologist on an IFSP that we don't do in Colorado, but I wonder if you also see that done routinely in other states and areas.
>>SARA DOUTRE:  I don't think it is done routinely.  It was done on my IFSP and my service coordinator was like, okay, I will write it down, and we will not do anything.  And that's the purpose of that section.  I mean, no, I don't think it is done routinely.  There is Part C does include a definition of audiology services as well.  It is very similar, if not identical to the definition in Part B, so it includes all of those pieces of assessment, referral, and actual audiology services.  
But the IFSP, when you think about Part C, is supposed to be different, right?  So Part B is this individual mandate and kids get what they need, Part C is supposed to be like Congress [off mic] call it the glue money to bring all of these programs together.  So Part C has this section that's called the IFSP, has this other services piece and the service coordinator as a part of their job is to coordinate, help that family feel like everything is coordinated that they need, not just the Early Intervention services.  
And so I think that's a piece probably service coordinators need training on as well.  But conserve ‑‑ but I can get you that citation for audiology services definitely.  One of the things we have here, infant hearing, EISNAPSHOT.org, on the NCHAM website you can modify our audiology survey and use it in your state, use the questions in focus groups.  We are happy to provide you more of our data so you can compare and see how your state compares if you use it and contact either of us with questions.  So thank you.
[Applause] 
(Session concluded).
>>DIANE BEHL:  Numbers are dwindling.  Is everyone eating the ice cream bars?  I missed the ice cream bars.  I'm sad about that.  Some of you stayed.  Thank you.  Thank you for coming to this session.  Recommendations from our EI SNAPSHOT study.  And we have spent a lot of time, and we have highlighted different facets of the study last year as well as this year.  So this one is going to focus more on the service coordination elements and what we learned.  However, if you are interested in learning more information about the study, we are happy to share it with you and we have got a couple of hard copies of executive summaries up here.
Briefly about EI SNAPSHOT, it is this great acronym that, systematic nationwide analysis of program strengths, hurdles, opportunities, and trends.  And I still don't have that memorized.  I have to look at the slide.  But it forms this great acronym of SNAPSHOT, which I think defines our study of getting a good snapshot, some good pictures of what's going on within the Early Intervention system for families of children who are deaf or hard of hearing.  We looked at the systems level collaboration between EHDI and Part C systems.  We also investigated deaf education personnel preparation programs to find out to what extent are they providing training in (audio skipping).  We also wanted to look at the publicly available information for families who, for example, say I'm concerned about my child's hearing, or what can I find for my deaf baby, do they get connected to the Early Intervention system.
But for this talk we are going to be focusing on the service coordination.  This slide here talks about the characteristics of typical Early Intervention providers serving families of infants and toddlers.  We wanted to find out about the characteristics of the services that were being delivered.  What are the strengths and challenges.  And we had 10 participating states that worked on this component.  The states were sent a link to a survey, and they emailed that to all Early Intervention providers that they had in their state serving infants and toddlers who are deaf or hard of hearing.  And so the states, then, also sent the parent survey by mail to families that were identified primarily through the EHDI program.  So they said, who are all of our kids who had a diagnosis as deaf or hard of hearing, and are there children now ages 2 to 6, because we want those families to be able to tell us kind of looking back on the whole Early Intervention system how it worked for them.
We also did interviews with the state Part C and EHDI coordinators, so we ended up with 402 EI providers, 107 audiologists and 303 families.  And so we developed some cross cutting trends that we said, okay, if we look at what all of those different groups, families, providers, audiologists, for example, told us, what did we learn in terms of those take‑home messages.  And we found that Part C Early Intervention programs are accessible, and parents viewed them as positively helping them, but we found out one of the big challenges was that service coordination really needs strengthening, particularly to address those financial support systems that parents need.
And I've got specifics here, again, you want you to kind of know.  If you want to say what exactly is service coordination in regard to the Early Intervention system, you could go to IDEA, that legislation, and look at this particular number.  And that's where you are going to find that definition.  And first of all, it says that service coordination services means those provided by a service coordinator to assist in and enable the infant or toddler with a disability, is their wording, and the child's family receives services, and their rights, procedural safeguards, all required in regard to Early Intervention.  
And they are saying number 2, it is provided by one service coordinator, you shouldn't have more than one service coordination active and ongoing.  Not something that happens when you write the IFSP, and they are gone.  It is focused on Early Intervention services which you can think of as those traditional therapies, SLPs, deaf educators, but also other services that the families might need.
And looking outside of those other typical services.  So it is kind of jumping down to number 2, other social, medical services that the child might need.  It is important that that service coordinator also is involved in not just kind of giving the family the referral, but helping them to ensure that those appointments are scheduled.  So that service coordinator is really important that the families get comprehensive services.
Other things here, specifics here, number 9 talks about coordinating the funding sources.  And so when you think about how much information that service coordinator should know, these are the things that families need help with, and that's who they should be able to turn to.
And so what EI SNAPSHOT provided, what does it look like in practice for our children and families.  Let me ask here, is anyone here in the room doing service coordination within Early Intervention?  Oh, great.  Okay.  So I'm going to want to hear from you guys, too, when we end about how it is working.
Others here, EHDI coordinators?  Family leaders?  Okay.  Let me see, who am I forgetting.  Early Intervention providers.  Okay.  Okay.  Great.  So we kind of have all of those different groups there.  For some of you that maybe aren't as familiar with how service coordination can typically look, there is often kind of 2 ways you will find states doing it.  And so this is one of the confusions, because when you look at how service coordinators, where they are housed, how they operate within the other therapists, it can look different.  Often there is this independent model of service coordination where you have got that service coordinator that's just doing service coordination, and they are not doing any other therapies.  They might work outside an agency, like sometimes they are associated, all the service coordinators are in the DD office in the state, for example.  Or public health.  Some may be independent and only doing service coordination, but they are working within that local Early Intervention program.
There is also this blended or combined roles model you will typically see where the service coordinators are also a primary provider or therapist who is also performing those service coordination responsibilities.
Okay.  What's important to keep in mind there is that last line, this can vary, it varies across states, of course, but also varies within states.  And so for  an EHDI person, an audiologist, it can ‑‑ for families, it can be really be confusing in terms of who is doing what.
Okay.  And so we looked at it within the EI SNAPSHOT those 10 states, and we found out about half of the providers said they do service coordination, some were the independent service coordination, but most of them had that combined role.  So often other developmental specialists, general Early Intervention specialists.  We also saw speech‑language therapists and deaf or hard of hearing specific therapists or deaf educators serving as that service coordinator, and again, it varies within states.
And so we are not saying one model is necessarily better than the other, but there are some definite challenges that can go regardless with what model that you have if we don't have some good communication.  And so at this point I'm going to turn it over to my colleague, Sara, to talk about those challenges.
>>SARA DOUTRE:  Okay.  I just noticed that our logo is gone off the bottom of the slide, and I think that all of the pictures might be gone as well.  I think all of the pictures are gone from the presentation ‑‑ (audio skipping) load another copy.  (audio skipping).  I do this quickly, some of the common things that we found were, let's see, sorry.  This just won't be nearly as nice without the data.
There we go.  So the first thing is to look at ‑‑ sorry.  Now I have got to scroll back through these real quick.  The first thing we found is that service coordinators need more training, especially cross training.  And I would say that's on both sides, both models, whether it is a primary service provider model where it is the person who has the deaf, hard of hearing expertise, service coordination, or someone who is a really good service coordinator, they need more training on specific DHH issues.  Service coordination needs to be modeled at a systems level, program and state.  So how do we reinforce that?  How do we do that, that training?  And then the specific coordination services to families can be improved, like Diane talked about.  So coordination with audiologists, coordination with family based organizations, coordination of private services, and coordination of funding sources.
So service coordinator training.  This is from our survey of questions about the perceived adequacy of personnel preparation programs in preparing EI providers in general to provide EI services to families of children who are DHH.  Just to kind of frame your mind of the group of providers, and we are going to break some of this out by service coordinators and nonservice coordinators, but about half felt like their personnel prep program did not adequately prepare them to what they are being asked to do.  It is not it is necessarily a bad program, law they are being trained to do and what they are asked to do.  So that speaks to high quality inservice training and make sure we are training people to do what we are asking them to do.  And I think the piece I'm going to lose here is my highlighting that was in the next version.
So I'm going to ‑‑ sorry.  What do you know about these things?  If you located the top here, this is only service coordinators responding.  These are service coordinator data.  Who responded to our survey, and said yes, I am a service coordinator.  And you will see Early Intervention is great.  Audiology, fair to good, decent, but, again, about 53 percent fair and poor, that they know about audiology assessment of children who are deaf and hard of hearing, pretty low, only 14 percent excellent, again, about 50 percent fair or poor.  And if you think about it, the service coordinators are the ones setting up those evaluations and assessments that will then drive services.
Teaching sign language, teaching children, using sign language, pretty fair and poor.  And again, we could split this out again by those models, but thinking about this is who is coordinating those services, helping the family of getting that big picture of what they need.  Hearing technology, 67 percent, fair or poor.  And then again, going back to from our family survey, and like Diane said, triangulating those cross trends, this is a family that families identified.  Over half said it was a moderate to severe burden to get the costs of those hearing technology.
Telehealth or teleintervention is super low, 92 percent fair or poor.  So thinking about those models.  Family support is really high.  That's something service coordinators are trained well in.  So family support is pretty high.  Service coordination, hopefully, 8 percent that said fair or poor, I'm glad they are not my child's service coordinator.  But 92 percent is fretty good.  IDEA Part C regulations are pretty high.  They know what the regulations are.  Preliteracy instruction, again, fairly high.  About 30 percent not feeling solid in that.  And then again, going back to those DHH specific things, teaching children using listening and spoken language, teaching children using total communication are really low.  That's 60 percent.  EHDI program (audio skipping) who know what that is and feel their self‑reported knowledge.
So some things to think about as you think about maybe you're thinking training service coordinators, how in‑depth would we have to go, it seems that there is need for some pretty basic training.  And those numbers are reflected, these are nonservice coordinators, and what you will see here is very similar surprisingly, except the nonservice coordinators, one thing that sticks out to me is the ‑‑ well, what sticks out is they are a little higher on the like actual methods for teaching children, but not much, right?  They are much higher on EHDI ‑‑ well, 40 percent compared to 50 something percent.  Not that much higher.  
But in general, our EI providers didn't seem to be as knowledgeable.  And I do want to tell you that every one of these EI providers to get into the survey, say they provided Early Intervention services to children with hearing loss.  We are not talking about everyone in the state, we ‑‑ these are only Early Intervention providers who said that they provide services to children with hearing loss.
These are some of the key activities provided by the EI providers.  And again, looking at this, I look at the always, maybe should be always providing families with choices concerning services and supports, only 43 percent do that always.  35 percent reported always helping families learn about communication modalities, 52 percent reported that they coached families to take the lead in setting goals, which is kind of a disconnect from the 43 percent.  I would be a little disappointed if I were a family and they helped me set the goals, but then I didn't get to help decide what the services were to meet those goals, right?  Understand their legal rights.  This is where ‑‑ and this is backed up by our parent survey, 22 percent help families get other services like child care, transportation, food stamps.  Again, that broader picture, when you go back to that regulatory of service coordination, it is about coordinating those other services as well.
And then helping families get in touch with other families for support, only 26 percent reported that they always did that, so a lot of opportunities here, right?  So we talked about the strengths, opportunities and trends, several opportunities here.
Modeling coordination at a system level.  So thinking about the individual team, for the family, the coordinating about an individual child, the broader with whom do you work, this is probably a little broader, coordination with other partners, the things that stick out here, if you look at the ‑‑ the coordination needs some more work, primary care providers especially.  So that medical aspect, 43 percent says it needs more work, 10 percent don't coordinate at all.  Audiologists, only 69 percent reported that they coordinate well.  Family support organizations, only 44 percent said that they coordinated well.  And language interpreters for family, if needed, again, only 69 percent.  Hope to see those numbers more around, right, like 90s.  If you look at that, I start to think, 69, 73, that's not too bad, but but a third of our providers that aren't coordinating well with those people.  So these are a little sobering, and again, recognize that need for ongoing work with those service coordinators, I think sometimes we do a good job training and then it lags, and I'm guessing there is a pretty high turnover.  Maybe you have input on that.  If it is not a specialist always, especially if it is the consult model, where they are consulting with other professionals, it is not very high‑paying.
Okay.  And then we just talked about this in our last session, but this was confirmed by audiologists' report of communication with their EHDI and EI partners that they did report receiving training or information from EHDI, so that's the third one down, the blue line, about 70 percent.  
And the audiologists are coordinating really well with the physicians.  So maybe that's an entry point, right?  So if our audiologists are coordinating and sharing information with physicians, but we are not doing well with that, maybe that's a way to ‑‑ something we can learn from each other, do some cross training.
So our last piece is improving service coordination for families.  This is a repeat slide.  I apologize.  This is not my final slide.  I'm a little thrown off by this.  But looking what families reported.  So if you look at this graph, we are going to see the top 2 lines, so the black and the orange are strongly agree, and agree, the green and yellow are going to be disagree and strongly disagree.  So that first statement right up there, this matches up with what the providers told us, which we thought was a strength of our survey, that we really did feel like these questions were very ‑‑ the responses coordinated very well across surveys.  That parents, about half of parents do disagree that their service coordinator helped get them additional services.  Not a high number that helped me get in touch with other parents for help and support, but really high numbers on asking whether the services were meeting our needs.  And then average numbers on communicating with the doctor.
One piece that came up again was that coordination with family based organizations, and other organizations that might help families.  The blue lines on this are excellent, the green is fair, and the black is poor.  And so you will see, the first ‑‑ you have disability law or advocacy centers, Hands & Voices is a little higher, but still poor for over 40 percent.  AG Bell, we tried to ask a variety here so in the surveys that had if the state had a chapter of AG Bell, and then the name of the family to family health information center in the state.
So, again, some opportunities for partnership that could be modeled for those of you at the state level could be modeled at a state level to start those partnerships so they are modeled for your local programs.  But definitely some opportunities for improvement.  And then, again, just showing that those data match for families, that families report 43 percent poor information was given to them about family to family health information centers, and 40 percent reported that poor information was given to them about their parent training and information center.
So we are under 40 percent on good or excellent information on those 2, a little higher on on Hands & Voices.  But those broader organizations, again, that are going to help with those pieces that we are seeing in weakness in service coordination.  So we are seeing the funding problem and connecting with things and connecting with physicians, those are the pieces.  I look at Gina, who runs the Utah, where I live, those are the pieces that they are experts at.  Those are not things that we need to make coordinators experts at, but connect them with those resources at, funded by the Federal Government.  We can rely on them.  It is not like we have to create resources, create the training, but just connect them.  So to me, that's a pretty easy win, is connecting with those family based organizations and making sure providers know them so that families will know them.
That's backed up by audiologists as well.  One piece to quickly add, service coordinators also coordinate those other services that was in the law.  One‑third of families reported arranging for supplemental private Early Intervention services that responded to our survey.  And our response group was fairly highly educated and probably a higher median income than the whole sub ‑‑ the whole group of families receiving Early Intervention.  But 62 percent of audiologists reported that they had had a parent request help in seeking private services to supplement their EI in the past year.  So a high number requesting those services, and our service coordinators aren't quite ‑‑ are coordinating that making it part of the child's plan for growth.  
So financial burden to families, again, this is the piece that ‑‑ those people that could help with this ‑‑ 44 percent of the families reported that hearing related needs were moderate to large burden, 3 percent described it as unbearable, and just to frame that, 48 percent had public insurance and 70 percent had private insurance.  So if you think about, again, this was a unique population in the need.  We are probably missing the population needing this the most, and they are still reporting it is a problem.  Underestimating.
So how can you use this in your state?  There was a great presentation earlier today by Illinois on what they are doing, even though they don't have a primary service provider model to train a key service coordinator in each geographic region.  Identify opportunities for cross training.  Discuss these findings with your partners.  Maybe use some of our surveys to do a focus group or talk to people, EISNAPSHOT.esu.edu.  You are welcome to use those, modify them, use pieces of them.  We are pretty tight on time, but does anyone have one quick question?
Okay.  Oh, one question.  We will do that.  And then we will ...
>>AUDIENCE MEMBER:  Are you able to identify the 10 states that you used or not?
>>DIANE BEHL:  We put it in the executive summary.  [off mic].
>>AUDIENCE MEMBER:  If it is in the summary, then I can ...
>>DIANE BEHL:  It is not in here, right?  I know we had Minnesota and Iowa and Vermont and Nevada and Montana and Georgia and Louisiana, and South Carolina.  Colorado.  Massachusetts.  So what that provided us is geographical (audio skipping) programmed in terms of kids who are deaf or hard of hearing, and some just difference in their demographics.
>>AUDIENCE MEMBER:  And all of those graphs and things, have those been uploaded to the ..
>>SARA DOUTRE:  Yes.  All the data that I showed you, all of it is in our final report.  We have an executive summary on the website, but if you go there and download the final report, everything I presented today, we presented today is in that final report.
>>AUDIENCE MEMBER:  Thank you very much.
>>SARA DOUTRE:  You are welcome.  Thank you.  A couple of copies of ‑‑ yeah.
>>DIANE BEHL:  Thank you so much for hanging in there.  It makes us feel good.
[Applause] 
(Meeting concluded).  
