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>> All right.  I think we're going to go ahead and get started.  If you all are ready.  Hi, my name is Julianna Wanek and this is my colleague, Lindsay Rodriguez we're both advisors at sunshine cottage in San Antonio, Texas.  It's an option school so we are working solely on teaching listening and spoken language for kids with hearing loss and we have Dr. Allison Sedey with us who's from the university of Colorado and Colorado school for the Deaf and Blind and she's one of the managers of the NECAP project which you'll hear about in a little bit.  
This slide I want to direct your attention to, I'll let you guys read it.  This is goal 6 on the joint commission on infant hearing position statement.  While you read it, I want you to highlight some points that we want to focus on with this.  And that is that we want progress monitored every six months.  We want it to be from birth to 3 because that's the population we're concerned with.  We also want it to be norm referenced to follow typical development and we want to focus on the whole child, not just language skill, also looking at social emotional development, and so forth.  
So why do we care about these points?  What is the rationale for these?  ECI services are meant to be preventative of a developmental delay.  They're not intended to be remedial.  So the goal for a child at risk of developmental delays is to follow a typical developmental model.  Because of this we need to use norm reference assessments so we can ensure they're following that typical development.  We also want to look at the whole child because as we know all domains of development are interconnected and when you see a delay in one domain, you can also see a delay in another.  This is why we don't just use language assessments when focusing on the child.  
We also of course want to look at the results, because why would we do an assessment if we weren't focusing on that as well.  We want these results because they help to guide goal setting and decision making for families.  We also want to look at our early intervention practice is appropriate.  That is a huge goal of 1‑3‑6 in making sure that children are receiving appropriate early intervention.  
So what does that look like for us at sunshine cottage?  Those are the norm referenced assessments that we used for whole child.  So you can see that we use the Kent inventory of developmental skills, which goes from birth to about 14.7 months.  And then from there we use the Minnesota child development inventory which goes to 6 years.  
When you decide commit to this goal of the JCIH, it's important that you develop a test battery that you're going to follow for your program.  And like we said before, it's really important to make sure that you're looking at assessments that focus on the whole child, which these do for us.  And also that you have assessments that allow for multiple assessments over time.  Because if you're not able to measure change, then you're not really getting much out of that.  
We also, like I said, as early intervention specialists, we're especially working with children with hearing loss, we're focus on those language skills, so we do assessments that focus just on language development.  As you can see the MacArthur‑Bates communicative developmental inventory is what we use.  There's the words and gestures, the words and sentences and the III which goes from about 8 months to 37 months.  These are all norm referenced assessments that we use, that doesn't mean you couldn't use a criterion referenced assessment as a supplementary goal setting tool.  At sunshine cottage some of you may have heard we use the castles it's more of a developmental checklist that tracks progress over time.  
So in this slide you can see this is a tool that we use at sunshine cottage in our parent infant program.  It helps us to keep track of all the assessments so you can see listed all of the assessments we use, the frequency of them, which most of them are every six months.  And then the administration age that we follow.  So we also have two spots for you to write down the dates.  I like to personally keep track of when I'm supposed to perform another assessment by writing in the future date.  A good thing to also keep in mind is that you might want to write in pencil, because sometimes it doesn't always happy that you're getting that assessment when you want to.  
Of course you can make a timeline that follows your program's guidelines.  But we also want to keep in mind that we're not the ones answering the questions as therapists.  The important thing is that we depend on the parents to answer the questions about their child.  And my colleague Lindsay is now going to explain why.  
>> Lindsay Rodriguez:  Assessments, what's not to love about assessments?  Any ideas?  
So I'm going to talk about parent report right now, because the Kent, the Minnesota, the MacArthur are all partner reports.  You have an extensive list of research references at the end of this PowerPoint.  Attesting to the validity of parent report.  But what we do at Sunshine is to guide and coach families 0‑3 to empower them to when their child's first teacher, their child's first advocate.  And what is more important than including their assessment of their child?  We do not see these children half enough to be able to make a fair assessment of what they're up to.  If you look at this, infant toddler.  This is from Clarke school, this is a pie chart of an infant toddler week.  That little tiny red slice of the pie is the early interventionist.  It's nothing.  It's one hour versus 77 hours that that baby toddler is awake, soaking up language.  So you know, whose child is it anyway?  
Parent report.  I love the dialogue that ensues both while you're completing these reports and when you're sharing the results.  First of all, we have to get them in, right?  And here I had to sneak in in as well.  Even at preschool we get to see these kids 20 hours a week.  Parents, caregivers are with them 71 hours a week awake, not at school.  
How do we get them done?  We take a big deep breath every six months and parents know now that it's time for completing these assessments.  Sometimes we do them in a session.  Know your family.  Some parents you can just give it to them, they take it home and they bring it back.  Sometimes we scan it and we e‑mail it and we get it back through e‑mail.  Sometimes we take pictures on an iPhone, send it to them, they print it out somehow, fill it out, take pictures and send it back.  There's various ways to get this done.  We've even snail mailed them to families.  
What I really like is sharing the results.  I like it because since we're doing whole child, the Minnesota and the Kent, you get to see some real areas of strength that the child has.  You know, maybe they're great at fine motor, gross motor, whatever.  But we can use those strengths in the therapy sessions to increase their listening and spoken language skills.  And we go from the sublime on the right‑hand side to the ridiculous on the left‑hand side, to be able to explain the bell curve percentiles so that parents in the future are able to understand speech reports from people, assessments that are done in mainstream school down the line, et cetera.  They need to be able to understand that stuff.  
From results we're also able to set goals.  So not only from our constant diagnostic monitoring of the child, but from these standardized assessments, we can take things that the child is not doing yet and convert that into an immediate goal for him.  
As well as sharing results with parents, we also share our results with two data banks, repositories.  And that is also following two of the recommendations in goal 6 of the joint committee recommendations.  
In number 3, it asks you to find a national database of some sort to send your results to.  We need to know how these kids are doing.  This is an excellent assessment battery for lead K.  I'm sure some of you have lead K initiatives in your state and are looking to decide maybe what assessments you're going to be instituting to comply with the requirements in lead K.  
We share with something called red cap.  This is a data capture system run by the university of Vanderbilt for the OPTION schools.  So we send our results to them.  And we also send our results to NECAP.  
And we have received, it's great to receive back this aggregated data from there and find out what we're doing well and what we're doing not so well.  So, for example, we found out from NECAP that because of all the demographic information that's sent in and all the identification, age identification information, that we're doing really well compared to the national average for identification of the kids.  And their moment of coming into intervention.  However, on the other hand, we found out we weren't doing so well in the vocabulary production area.  Especially in the variety of vocabulary.  So we've set goals for ourselves from sharing this data with the national database, and what we need to be doing as coaches to help the parents expand and enrich their own language to help the kids have a richer variety of vocabulary.  
So that's our San Antonio experience.  And I now hand you over to Allison to hear about the national outcomes.  
>> It's good to see a lot of familiar faces and there are people who are participating in NECAP.  I just have to say love that little stuffed bell curve and the guy who consults with us asks where he can get that. 
>> I found it on Pinterest.  
[ Laughter ]
Okay.  
I just took it all the way back to the beginning.  Sorry.  That's weird.  That's really weird.  I might have to grab my flash drive.  
Is anybody using the CART?  
No, we're not going there.  Now we've got somebody else's presentation up.  Here we go.  Sorry.  
Let's see if we can go to the slide show.  Okay.  Perfect.  
So now I'm where I want to be.  So anyway, if you want to contact me, my contact information is here.  And I do hope that they're going to have this accessible on the EDHI website.  I asked them to put it up because I know in the past sometimes it takes a really long time to get uploaded and for people to print them out so if you're interested in getting the copy of the presentations, feel free to e‑mail me and I'm happy to send it to you as an attachment.  This was also authored with Christine Yoshinaga‑Itano and Craig mason.  I'm going briefly summarize NECAP and the characteristics.  Sunshine cottage is one of the participating programs.  We have a whole variety of different programs across a whole variety of different states and they use all different sorts of approaches.  So the data that I'm presenting today is not strictly about spoken language, it's about a combination of children's spoken language and potentially sign language.  I would like to present some of the outcome data over time and talk about what are the characteristics of the children that lead to some of the better outcomes.  
So the national early childhood assessment project is supported by the CDC and it's an effort to collect nationwide data across the United States to look not only how are children with hearing loss doing in a particular geographic area, but across a variety of different programs, different geographic areas, different sorts of providers, demographics, et cetera.  All of the children are Deaf or hard of hearing that are in the project and these are the states that are going to be represented in the sample that I show you today.  So if you're looking for your state, they're in alphabetical order, you can see if your state is participating.  And I see a lot of familiar faces in the room so I know a lot of you are participating so thank you for your contribution to this.  
So in this particular ‑‑ the NECAP database encompasses all children with hearing loss, whether they have additional disabilities, unilateral, bilateral, Spanish speaking, English speaking.  This particular set of data that I'm going present today are based on a subset of the children and specifically what I'm going to be showing you are the outcomes of children who have bilateral prelingual hearing loss primarily congenital, a small percentage lost their hearing very early in life within the first year.  Encompasses all degrees of bilateral hearing loss from mild to profound.  But we did take out children who had auditory neuropathy.  Because those children seem to be performing differently in general than children who don't have auditory neuropathy.  In this data set, English is the written language of the home.  The face‑to‑face language might be ASL or spoken English.  And this data set I've excluded the children who have additional disabilities that are thought to impact their development.  So these are strictly children who bilateral loss, English as the written language of the home, and no other disabilities.  In this sample 80% of the parents, both parents are hearing.  The children have at least one or both parents are deaf or hard of hearing.  
So Lindsay and Julianna already introduced the instruments to you, the Minnesota.  I'm going to be looking at the subsets.  And the data you'll see is a combination of cross‑section you'll data also longitudinal data.  I'm going to be showing handout kids are doing at every single month between 12 months old and 35 months old.  Sometimes children are repeated within age categories because we are gathering as they said looking at progress over time is a big part of the project and what the programs want to be doing.  Some children are represented in one age category, some are represented multiple times.  Altogether we have 739 assessments.  So it's quite a lot of assessments which is nice because then you can really start to look at trends as opposed to just oh, well, weigh have a couple of high functioning kids or low functioning kids and that sort of messed things up.  So I feel like this is a representative sample.  They range in age from 12‑35 months.  So basically when you're first expecting like spoken words or signed words up until they're ready to exit their early intervention, half boys and half girls, this shows you on average when the children have been identified with hearing loss.  So 72% of them were identified by 3 months and 66% were in intervention by 6 months.  So in other words meeting the EDHI.  So about a third were not and two‑thirds are.  
This gives you the breakdown of the education of the mother.  So kind of nicely distributed across anything from less than high school to having a graduate degree and everything in between.  And this gives you an idea of the communication mode that the family uses with their children.  And this is very consistent across the United States that typically about 70% of families are primarily using spoken language, some with some occasional sign, some spoken only.  About 25% are consistently trying to sign as much as they can while they talk and 5% are signing and not using any spoken language at all.  And again very consistent across all the states that are participating.  This is, just to give you an idea what the results, how they're set up ‑‑ [away from microphone] 
Then the blue is showing where deaf and hard of hearing children are falling on average and these are mean scores.  And you can see they are staying on track until about 24 months of age.  And it's at that point that they then start to deviate from what they should be doing and are falling behind and that the gap, you know, there's going to be obviously some sampling issues where it goes up and down a little because there are different kids in each of the age levels, it's not the same child being tested every single month, because I don't think many parents would agree to filling out the form every single month.  But overall you can see that the gap is widening over time. S particularly from the age right when they hit 2 years old to when they're 3 years old.  They start to deviate and the gap gets bigger.  That's even more pronounced and starts even earlier on the conceptual language subset.  The Minnesota has what they call expressive and comprehension.  It's primarily superficial aspects of language, says please and thank you, puts two words together.  The comprehension includes some understanding of language, but a lot of conceptual expression as well.  So things like can tell you that a horse is an animal.  Like if you say what's a horse, they would be able to say it's an animal.  So more cognitive linguistic, more difficult, a more deep structure kind of language and you see that is even more problematic for the children with hearing loss where they deviate from what they should be doing as early as like 16 months of age.  And the gap gets even bigger than it did for the superficial aspects of language.  
I'm going to ‑‑ for just the sake of completeness I put all the demographics in for the MacArthur, but they're essentially exactly the same in terms of percentage of boys and girls and communication mode et cetera.  In the interest of time I'm going to breeze over that but we have much more data on children with MacArthur so this includes over a thousand assessments of children with hearing loss who have done the MacArthur.  So a very big sample of 634 children, many of them assessed on more than one occasion.  So a total of over a thousand assessments.  And if we just jump to the graph for that, you can see it's even more problematic.  So they are deviating right from the beginning.  Their first 20 or so words when they're 12‑14 months, they're pretty close to where they should be right at the beginning.  But you can see very quickly they start to deviate from where they should be and the gap is getting just bigger and bigger.  And I think this will be an even help you sort of understand the issue even better.  This is not age score.  MacArthur basically counts the number of words a child is able to produce.  So the parent, if you're not familiar with the form, has a whole huge list of 680 words and they check off all the words their child can produce in sign language or spoken language.  So you get a count ‑‑ obviously the child might say more words that are aren't on the form, but you get a county how much does the child say or sign.  And you can see right in the beginning when a typical child is only saying 10‑20 words, that's basically what the child with hearing loss is doing too.  But the rapid growth of vocabulary can be seen so clearly in this green line, what you often hear in child language literature as the rapid acceleration of vocabulary growth, that is not happening for the typical child who has hearing loss.  Now again these are means.  And so we're going to have ‑‑ actually these are medians, so this is the 50th percentile line for hearing children compared to children with hearing loss.  And partly what I'm hoping to show in this slide and something that I think is valuable to share with families, is how high the expectations are that the typical hearing child is, before they're even three years old ‑‑ [away from microphone] 
The typical child with hearing loss ‑‑ 250 words I think a lot of times what happens as providers as well, we start to put our metric of what's typical based on who we're seeing and who we're working with.  That we as professionals and families feel wow, 250 words, that's a lot.  It is a lot, that's great.  But we have to keep in mind, and we have remind families, that the typical child is saying twice that number of words.  So when their child ‑‑ [away from microphone] ‑‑ it's going to be up to here.  [ Indiscernible ] 
And the teacher of the preschool program they're expectation is that children know this many words.  The typical child with hearing loss is ‑‑ not half that amount of words.  
So bingeing this ‑‑ bringing this kind of information to families and reminding ourselves as professionals what the bar is set at, what you're seeing in the green line is a gain of about 40 words every month.  Every month 40 words.  And that's not the kind of gains that we're typically seeing in children who have hearing loss.  And again, this is the median.  This is the middle of the group.  There's going to be children who are doing much better than that.  But that also means there's going to be a fair bit of children who are doing much worse.  50% of the children are above this line.  [Off microphone] 
So I think just very important to keep in mind.  So just in summary, like what are we seeing.  The divergence from where Deaf children are starting to split off from what their age expectation would be is different depending on what you measure.  And that's where having a full battery of assessments is so important.  Because if all you do is measure general language, sort of superficial structure, we see that's not where the problem really is.  That up to 25 months of age the deaf and hard of hearing children are pretty much right on track.  They're saying please and thank you, they're starting to put two words together, they're saying the first 10 or 20 words at about the right time.  It's not until about 25 months where that starts to become problematic.  But you can see for different language skills that deviation is happening much earlier.  That when you were talking about more cognitive linguistic language skills, that deviation is happening at 20 months.  And when we're talking about expressive vocabulary size, it's practically right off the bat after the initial 10‑20 word lexicon at about 16 months of age.  Children with hearing loss are not gaining their vocabulary at the same rate as they should be compared to hearing children of the same age.  And the magnitude of the delay again kind of mirrors the deviation.  That by basically three years old when the child is exiting early intervention, they're's 7 months behind for general superficial kinds of language structures, that's not that bad, that's not that far behind.  8 months behind for more cognitive linguistic.  But they're a full year behind in vocabulary and there are only three.  So that's a third.  So it's one thing to say a 12‑year‑old is a year behind, that's not so bad.  That's like an 11 year old.  But when you're three years old, that's like a whole third behind where you should be.  
So starting at 19 months of age, a hearing child again is learning 35‑40 new words a month.  That has to be where we set the bar if we want the children to be on par with their hearing peers when they enter preschool.  But for children with hearing loss typically at 19 months of age, they're only learning about 15 new words per month.  And again, I think you know you start to sort of get used to that and feel like oh, 15‑20 words a month that's pretty good.  And it certainly is better than none.  No doubt.  But it's not even close.  It's only half of what it should be.  And it's important for us as interventionists and parents to keep the typical development in our mind and be shooting for that high goal.  And as many people have talked at this conference already, exposure to language is the key.  And not just random talk, but quality talk is important too.  And that's where the interventionist can help with guiding parents on how to do that and the importance of doing that.  
So just it's obviously of interest, as I said, this line is at the middle.  There's children who are doing better than that, there's children who are doing more poorly.  What is it, what characteristics might help us predict those children who might be doing a bit better?  So a subset of this data we did a regression analysis with the most recent assessment that the child had done and the things that we found are making a positive impact just in terms of in this I think helps guide us in terms of who is at more risk, who is maybe at a little less risk, and that might guide us in terms of intensity of services also.  Those children who are meeting the EDHI guidelines of 1, 3 and 6 all three components are doing better overall in language.  The children who have a parent who is deaf or is doing better.  Interestingly, this isn't all about sign language because half of these parents were not using sign language.  They have a hearing loss and their child's hearing is hereditary or genetic but they're not signing with their child because that not might be the mode they choose to communicate in themselves.  But either way whether the parents signed or didn't sign, their children are doing better.  So we have something for sure to learn from both of these groups of parents who are deaf or hard of hearing, whether they sign or they don't.  They are doing something that is helping their children do better than the average child.  
Children of course with lesser degrees of hearing loss typically are doing better so those with more significant can't loss are at more risk and may need more intensive services.  Mothers whose level of education was higher were doing better.  And in particular, very dramatic between mothers who did not complete high school compared to mothers who have at least a high school degree.  So I think that's a very high risk population that may need more intense services as well.  And then just overall as you can see from the graph, their language quotient or relative to their chronological age, things are kind of getting worse over time.  
So if anybody has a question in the next minute or two.  Yes?  
[Off microphone] 
If you contributed to NECAP, you may have sent in assessments for children who do have other disabilities.  In this particular analysis I excluded those children with additional disabilities.  In our database as a whole we have those children and we are able to look at that, but I chose to only focus for this analysis on the children who do not have additional disabilities 
[Off microphone]
>> We were talking about that yesterday because she was saying the same.  Do you want to say more before I let her talk?  
[Off microphone]
>>  The first time you do it it might be okay, but then to do repeated assessments is just down right painful.  So we don't tend to do that.  It's a family by family basis whether we would ask them if they want to do NECAP or not.  It's not everybody and we would use something like the communication matrix for a family like that are you familiar with that?  It's wonderful with a very involved kiddo.  
>> I think we need to end because another group wants to come in but we're here in the front if you have additional questions feel free to come up and thank you.  
[ Applause ] 
[Session concluded] 

