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	(Writer standing by.) 
>> SPEAKER:  So, good afternoon.  My name is Kelly Dundon.  I'm with the state of Georgia.  I'm the EHDI coordinator here.  Today, I'm going to be talking about a project that we're doing, a long‑term follow‑up study called 100 babies.  So, we're looking at our outcome barriers for our deaf and hard of hearing kids that we're identifying through newborn hearing screening.  Some of the learning objectives is that you identify factors that influence language development for our deaf and hard of hearing kids identified through newborn hearing screening, determine any co‑founding factors that influence language development, and identify relationships and factors of points of groups that may require additional resources.  So, if you stayed yesterday for the plenary session in the afternoon, you learned a little bit about what we're trying to do in Georgia.  So, this project is a collaborative between the Department of Public Health, Georgia Pathway, Georgia Department of Education, and our goal is to ensure that all the kids that we're identifying through newborn hearing screening are on grade‑level reading.  Again, why grade‑level reading?  It's something that we want for all of our kids regardless of the language they choose.  Grade‑level reading, again, is a transitional pivot from learning to read to reading to learn, so it's very crucial that our kids hit that benchmark of 3rd grade literacy.  
Um, some of our aims from this study is to identify gaps and system challenges and successes to find a state‑wide solution to make sure that our system isn't failing these kids when we're identifying them.  Um, so, the eligibility of this project, um, it's all babies born in Georgia on or after January 1st of 2014 diagnosed with a permanent hearing loss.  This could be through either newborn hearing screen or kids that are late‑identified.  Um, families opt into the project at the time of an early hearing orientation visit, so this visit is a visit that we do after diagnosis, excuse me, sorry, I'm getting over a cold or I'm getting a cold, I'm not sure which one, but it's a visit that each family gets and is offered after the time of diagnosis to get information on the impact of hearing loss and, um, communication and language and enrollment options for them.  Right now, we have about 250 families, but this analysis is actually, was a little bit older than today, so it's about 220 that are included in the analysis of this.  Um, as you heard Dr. Fitzgerald say, we are taking these children with our Georgia Testing Identification to allow us to track them into the Department of Education and to track them across systems.  So, some of the information that we're collecting, all of the EHDI variables are collected, um, in our database, which is populated through the electronic birth certificate.  We have all their hearing screening and diagnosis information, we have all their information on their, um, intervention referrals, their enrollment, refusals, so on and so forth.  
The language assessments that we're using to track, at least for 0 to 3, is the McArthur‑Bates, the language developmental survey and the language preschool scale.  We're also collecting family surveys, where it's getting information about potentially language choices that they're using, um, any other comorbidities, if they're doing daycare, so on and so forth.  I have not included that, the family survey results into today's analysis and our discussion though.  Right now, there's about 644 that are eligible, 222 actively enrolled.  Again, this analysis was done back in November.  152 of those were identified through newborn hearing screening, so we have quite a lot of kids in our study that are late onset kiddos.  How are they doing as far as meeting 1, 3, 6?  For this population, it's a little bit behind from what the rest of our state is doing and showing, but of them, 67 percent were diagnosed by 3 months, 68 were enrolled in intervention by 6 months, and then only 44 actually achieved both of those benchmarks, so sometimes, when you look in the 1, 3, 6 in isolation, it might show one story, but when you look at them across the board and what they're all meeting, it's quite a different and unfortunately sad number for these kiddos.  A little bit about the frequency and type of severity of hearing loss, so this is by Ears, we're not excluding kids regardless if it's unilateral, bilateral, as long as it's a permanent hearing loss, so you can see we do have a wide representation of the different types of hearing loss and different severities of hearing loss.  So, here's some of the availability of our data that we have right now as far as enrollment.  So, Georgia Pines is under the Department of Education, it's our agency that has the specialized knowledge in working with the deaf and hard of hearing kids, and then our Part C program is under the Department of Public Health, so they can be co‑enrolled, and then we do have private interventionists too.  
So, you can see kind of a breakdown here of where our kids are landing after they're identified.  You can see a lot of them, 73 percent, are enrolled in more than one program, so a lot of them are opting into multiple options for their children.  Um, here's then the availability of the data that we have and the different language assessments.  For this, I'm only going to focus on the PLS and the LDS.  You can see that we have a lot more that we were able to get as far as the LDS.  Again, at the beginning, when we went into this, providers were saying they were doing the PLS, and then it kind of turned out they weren't doing it until later, like after 3 and so on, so for this subset of kids, since they're only now just turning 3, many of them might not have had the PLS yet, because it's not, the intervention providers don't feel like it's age‑appropriate until a little bit later on, which would have been nice to know at the beginning, but here we are, but either way, so the availability of the PLS is a little bit less, so our generalizations have to be kept in mind in that, but we do have quite a good representation of the LDS.  So, what were we looking at?  We were looking at the most recent language outcome score of them.  Right now, we haven't done any sort of cross‑sectional, sort of looking at different ages yet, because we don't have quite the population to do that yet, but looking at the most recent language assessment that we have on file for them and then looking if they were delayed or not, so, um, seeing if they were on age level or if they were falling behind.  Some of the maternal and demographics we're looking at were the sex, race, ethnicity, laterality of hearing loss, EHDI timeliness, payment source and mother's educational level.  Why we were kind of pulling some of those other factors, again, is we wanted to know if there's anything co‑founding, so going back to, like, the 30 million word gap, we have an understanding that there are families that are at risk just because of the language that's being used in the home and how language‑rich that environment may or may not be, so we wanted to see if we could see some of that actually happening in our kids too.  So, how are they doing right now?  So, for the PLS, um, really, there's not much going on as far as there was no significant findings with the PLS and the auditory comprehension.  There were a few things that were close to being statistically significant, but at this time, again, we didn't have that much data, unfortunately, to find anything of significance.  
For expressive communication though, we did, there was a significant difference in that children that were just enrolled in Georgia Pines were less likely to be delayed than those in Georgia Pines and Part C program, which was kind of interesting.  You would think if you had both of the programs, they would be more likely, because Part C offers a totally different value than what Georgia Pines is offering these families.  There was no other significant findings for the PLS expressive communication.  Um, and then the PLS total language was the same story as the previous, that children enrolled just in Georgia Pines were less likely to be delayed than those in Georgia Pines and Part C.  So, what about the language development survey?  So, the language development survey showed a little bit different.  It showed that kids who were meeting the EHDI timeliness goals were less likely to be delayed than those that didn't.  I have to say, I was quite pleased that this model holds true, because just meeting 1, 3, 6 doesn't say anything about the quality of services they are receiving, so I was pleased that it still held up in Georgia, at least so far for these kiddos.  No other significant findings for the LDS expressive.  
Um, there was some differences as far as receptive language between white and black children, that fewer white children were delayed compared to black children, and then, also for receptive language, again, that timeliness came up, so kids who met, 1, 3 and 6 were less likely to be delayed than those that did not meet 1, 3 and 6.  There was no differences in the laterality, and so, for the rest of them, there was no other significant differences in laterality.  This was a change from the first time that we did it, the analysis about a year ago, there was some differences in laterality and that those who had unilateral were less likely to be delayed, but that's no longer the case right now.  So, some of our preliminary language outcomes, support, again, 1, 3, 6, children, again, with unilaterally performing better than bilateral, but this is not a significant difference.  Again, our sample sizes are pretty small, so it's really hard to generalize some of our findings to the larger group as far as Georgia.  Some of our data limitations is that it's a biased population, they're opting into this visit and then they're opting into this project, so it can potentially be not, again, generalizable to our whole population, because they're a little bit biased into maybe opting into things, which is maybe why they're opting into multiple programs too.  Um, so it doesn't reflect our overall population of deaf and hard of hearing kids.  Um, some of our data needs that would be nice as far as looking at some of this data a little bit more closely as far as outcomes would be their use of assistive listening devices, medical management, are they going to the doctor, are they getting routine medical care, and also, getting to know, we do have Guide By Your Side and Astra in Georgia as well, having that information too to see how much that parent‑to‑parent contact is making a difference potentially in their outcomes or readiness to enroll in intervention or stay in intervention.  
Some of the initial findings beyond the language outcome data, as I've been going around from database to database to database to collect this data and put this data into our database is that there's a lot of gaps and transitions from diagnosis to intervention.  Again, if 67 percent of them are diagnosed and only 67 percent of them again are enrolled in intervention, there's something going on there.  You would expect that number to go up because several months have gone by.  There's also, in Georgia, unfortunately, a lot of inconsistencies.  For these kids that are enrolled in multiple programs, they might be getting the same language evaluation pretty much back to back, if they're going to multiple providers and they're not communicating with one another, and where that becomes a problem is the validity of some of these language assessments is compromised when they're being repeated, because a child learns the activity, so something that we really need to think about is how can we get these organizations to talk better.  Um, our, we need to standardize our Part C intake.  All of our, Part C in Georgia is a little bit decentralized, and they're all doing different things, they're all doing different language assessments on this same group of kids when they're coming in for their initial intake and eligibility.  Um, the other thing that was kind of revealed, I kind of assumed if they were automatically eligible for Part C that they'd be getting direct services, and that's not necessarily the case.  
As much as they're getting automatically enrolled in it, they're getting service coordination until they're showing a delay, and that's the complete opposite.  We're doing injustice to them if we're enrolling them into a program and only going to monitor them until they show a delay.  We need to be more preventative than reactive.  And again, because they're working with multiple providers, they're not all working on the same goals, so one provider might be working on this set of goals, the other one's working on this set of goals, and they're not talking to one another and working towards the same goal, so this is a huge problem, because families could get very confused along this process too.  So, some of our solutions that we've tried to do to try to improve the timeliness of services, we've incorporated texting into EHDI.  We've found a huge success rate as far as families that are texted and their likelihood of coming back for services.  Um, we've also changed some of our intervention follow‑up protocols in that we are doing automated referrals now through our data management system, and it's sending an e‑mail as soon as that diagnosis hits our system, it's sending an e‑mail right to them, so there's no man in the middle, sitting there filling out paper, it's just zooming right on over to them.  Um, some of the other things we're looking into is expanding our Part C category.  Something I didn't mention, in Georgia, only bilateral cases are automatically eligible, so unilateral cases have to be waived into Part C, so looking into can we expand Part C to include both unilateral and bilateral.  Something I already touched on was that automating EI referrals.  Um, and then also, working with our audiologists to make sure that they're properly informing families of the next steps.  
So, what we're trying to do right now as far as the inconsistencies and duplications in language evaluations, I'm working with our Part C program to develop some protocols as far as what they're supposed to do in the language assessment that should be done on our deaf and hard of hearing kids for that intake.  Um, also working on some collaboration and some projects and just work groups and getting our interventionists together in the same room and how they can communicate together about what's going on when they have the same kids across their caseload.  Um, some of our access to language intervention, some of the things we're trying to figure out how we can make it work is maybe require a subject matter expert as part of the IFSP team.  Sometimes, now, those IFSP teams are just developed out of convenience, and you don't have that subject area expert, matter expert on that team, which is part of best practices, to have someone that's on that team that's knowledgeable and familiar with hearing loss.  Um, and we're also, like I said, rolling out Hands & Voices Astra program, which is our advocacy and support training, so families also can be empowered on what services they know they need to also help ask for and the rationale as to why they're asking for those services and why their child should be eligible for those services, so that wouldn't be just for Part C, but also for Part B and that transition.  
Some of the things we haven't addressed yet, we're doing some evaluations on some of our partners to make sure that our interventionists are also doing the best that they can to work with these kids.  I think it's all important regardless if it's EHDI or whatever that we're continually looking at the whole picture and doing evaluations on ourselves.  Um, they can reveal a lot of good things sometimes.  Some of our transitions, again, since these kids are young, we haven't quite, we know there's a problem as far as our transition from Part C to Part B, but we don't know how big it is yet, so I'm hoping this group can really kind of highlight what's going on when they transition out of Part C to Part B.  Um, and then the next step would be to look at our school system and see what we can do.  I know they're doing a needs assessment right now and an evaluation of the, um, Department of Education, some of the state schools.  So, basically, in conclusion, the process of examining each transaction has allowed us to make some systematic improvements and informed recommendations for deaf and hard of hearing kids, and that is it.  Any questions?  Yeah? 
(Off mic.) 
>> SPEAKER:  There was no adjustments made. 
(Off mic.) 
>> SPEAKER:  Potentially, because they could have potentially multiple disabilities, but we didn't look at that as far as yet with this data here, but good question.  Yeah?
(Off mic.) 
>> SPEAKER:  Yes.  No other questions?  You're letting me off easy.  I still have 10 minutes left.  You just all want to go on break.  Yeah?
(Off mic.) 
>> SPEAKER:  They will accept any unilateral, bilateral, and any severity of hearing loss, so as much as I'm shaking my head no, they'll take anybody.  Our Part C only sees limited, and our Georgia Pines will see any family.  Yeah?
(Off mic.) 
>> SPEAKER:  I work very closely with Stacy, and we all meet routinely together to discuss some of these findings, which helps gear what they're doing sort of thing, so it really is a collaborative project between the Department of Public Health, as well as, um, Georgia Pathway.  So, basically, if you remember, Dr. Fitzgerald yesterday, about her brain trust for babies, there's a strategic plan, and this project falls as a column underneath that plan, specifically for targeting, again, the deaf and hard of hearing kids, to make sure that they have the same experiences in language outcomes as every other child.  Yeah?
(Off mic.) 
>> SPEAKER:  Yes.  Yes. 
(Off mic.)
>> SPEAKER:  Yeah.  It's something that we're working on.  Some of the barriers to that is the cost of it.  Our Part C program, and I'm sure others are working on deficits, and, so, it's a matter of how much extra will this cost.  My argument still is if we're going to mandate that we're screening for this condition, we're going to put them into a program that's doing something for these families and not just watching them until they fall behind, because that's defeating the purpose.  Any other questions?  Yeah?
(Off mic.) 
>> SPEAKER:  For our population, we only have a very small less than five that are using visual language as their primary modality, so we couldn't separate the two out, and right now, it's all together.  Maybe in the future, once we get to 3rd grade and some of that might shift sort of thing, we know that does tend to happen, we might be able to look at that, but right now, for this cohort, we have less than five, so I can't separate the two languages out.  Yeah?
(Off mic.) 
>> SPEAKER:  Okay, thank you.  Have a great afternoon.
(Applause.) 
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