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>> Hi.  So a few things first.  For people in the back, when we were planning the slides, we didn't realize how much smaller the slide would look with the captioning on top, so you ‑‑ there is some print heavy ‑‑ there are some print‑heavy slides and some videos, so you might want to move up, we won't take it personally since we don't know you if you leave because you're curious about something else, I know it's not because you don't like our presentation, but if you're just curious because there are other great presentations as well.  I wasn't planning on reading that but since the slide may be too small for the people in the back, I am going to read this:  He was the first to notice or more likely to say it, he was there is something up with her ears and came to the conclusion about our daughter before anybody else had the chance to.  Microtia/atresia, it meant nothing to me, but then I looked there wasn't just something wrong with her ears she barely had ears, just two little peanuts on the side of a perfect little head, so perfect on her head.  It seemed to mock the malformations on the sides.  What you can't see is the link to the blog this is posted on, we can give you that information later if you're interested in following up on it or you can accesss it on the EHDI website with the PowerPoint presentation information.  
So we started with this as opposed to just a placeholder because we think for many parents of children with microtia/atresia, this is very typical of their journey, they are typically the ones who notice something before anyone in the delivery room does, and it immediately starts them on that chase for information in a way that's different for children ‑‑ parents of children who have sensorineural neutral hearing loss.  So today we're here and our presentation is keep up or catch up.  My name is Meredith Burger, I'm the director of Clarke Schools for Hearing and Speech, New York Campus.
>> MICHELLE KRASKIN:  My name Michelle.  That one I know how to turn up.  Loud enough or no?  Just a kick show of hands before we get started.  Better?  Just to get an idea of who's in the audience.  How many people are parents?  How many people are audiologists?  Okay.  How many speech/language pathologists?  How many teachers?  Any other medical professionals I may have missed?  Okay.  Early interventionists, did I miss anybody else?  Okay.
So just a quick overview, why are we here?  We're here to discuss the principal uses of the 1, 3, 4 as it relates to microtia/atresia.  So about three, four years ago, we started to notice an uptick in the incidence of microtia/atresia in Manhattan, do we counsel different when when it's microtia/atresia versus a sensorineural hearing loss?  So we started asking questions and collaborating between the two centers.  So just to clarify, we have Baja being the brand by Cochlear and then a bone‑anchored hearing aid, which is other manufacturers, and then we have the bone‑anchored which, is the surgical versus the soft band, which is the nonsurgical.  How many people are familiar with the terms "microtia/atresia"?  Okay.  So I'm not going to really go over that slide then.  We have four different grades of microtia/atresia, with grade 1 being less severe than clearly grade 4.  And just a quick overview, one of the important things to take away from this slide is as you're looking at the information, you get different statistics, so depending exactly what site you're going to or where you're looking, it could be 1 out of every 4,000, it could be 1 out of every 6, 1 out of the every 12,000, so really statistics vary and we all know it's more common in males, more common for the right ear to be affected, it's more common ‑‑ sorry ‑‑ the genetics play a role, these children have maximum production of hearing loss as related to atresia.  So how does that affect the hearing?  So if we look at this slide, this is the way we all hear normally, the sound goes through the outer ear, travels along the external ear through the middle ear, up to the auditory nerve for children who have microtia/atresia, this pathway is obstructed, there is no outer ear or ear canal and sound does not transmit the way that we all know it.
Looking at this audiogram we will see there's an air bone gap, and there's a moderately severe hearing loss, the maximum conductive and then we look at the top and we see there's the bone line so when parents see this after an ABR, they think oh, great, my child has normal nerve function, all the parents take away from that message is normal, so they have normal hearing, but in fact, this is not normal hearing, this is a moderately severe conductive hearing loss, this is not how we hear normally.  The big thing with this is when you're counseling parents and saying you have normal nerve function that's right now, oh, your child is not going to have surgery for years down the road, if they do have surgery, if they are candidates we don't know what may be, so you're counseling that it's normal but you need to ‑‑ you're walking around every day like that which is obviously not normal.
So again, does the air bone gap mean normal severing?  We can see where normal is, where a slight is, and where the child with microtia/atresia would fall into the range.  So what exactly falls through that gap?  And you can see without amplification, they're all at the bottom arrow, and then their bone responses are above, so without amplification, they're missing that speech banana where Alaska speech languaging occur.
>> MEREDITH BERGER:  Would it help if I pointed out what she's talking about?  I don't know if you can see the graphic.  Would that help at all or is this clear?  Oh, she ‑‑ oh, they can hear you as well.  There's a ledge there so it's hard to bring it closer.
>> MICHELLE KRASKIN:  Is that better?  I'll hold it, okay.
>> MEREDITH BERGER:  But the graphic is clear?  Okay?
>> MICHELLE KRASKIN:  Okay.
>> MEREDITH BERGER:  Okay.  So as I said, or as Michele said actually, you know, three or four years ago, we started to see this influx of children who had microtia/atresia, some I can't unilateral.  Somewhere bilateral but it was statistic country wrong and it became a joke show would call and say I have a new baby guess what and to the point that within the last four years, we've had over 23 children and most of them were in the program at the same time, so when we talk to people who work for the companies or what have you and we say yes, we have 23 children they're shocked by those numbers as were we, and we think that the parents kind of sharing their stories as far as the counseling they receive is really important for us as professionals to hear, and Michele is going to run the video.
>> When he was [indiscernible] we find out he have microtia/atresia in his left ear and that day was very [indiscernible] for my husband and me, and when he ‑‑ the doctor find out and told us that he has no hearing in one ear and ‑‑ but also he say that he is going to be just fine with one ear,.
>> My husband gave me a look and said oh something's wrong.  And I immediately said well, are all his fingers there, are all his tow there and he said no,ing so wrong with his ear, so they explained that his ear wasn't fully formed and never did I think I'd be recommended to or referred to early intervention, I didn't realize it was just a grave circumstance, I guess.
>> When my daughter Landin was born we were told of the syndrome she might have several hours later but no one addressed her ears, they just said it was part of the syndrome, they didn't discuss what was going on with her ears they didn't discuss her hearing loss, they didn't discuss snowing we spent a whole week in the hospital only know that she failed her hearing test because she didn't have hearing canals.
>> When Ally was born we noticed that she had microtia right away, I don't know if it was me or Scott or the doctor doctor who noticed first but it was like right away.  First she was kind of like oh it's no big deal and I think because she just didn't know what it was.  But I was freaking out right away.  It was pretty traumatic at the beginning.
>> MEREDITH BERGER:  So the parents go from this ‑‑ oh, sorry.  I control it.  The parents go from that and if they have a smartphone literally in the delivery room they're Googling for information, so it's important for us to keep in mind and we say this if you work with parents at a very early point in diagnosis whatever thing is, at some point you're saying to them get off the Internet because it's overwhelming but can you imagine especially these were all first time ‑‑ three of the four women were first‑time mom's, and they're dealing with like what on earth did we do, and then they're Googling to find out information.  And the information that they'll typically find when they Google is similar to what some of these parents have talked about, if you Google now microtia/atresia, almost every link on that first Google page will be something about surgery and not about Baja, not about hearing surgery but about correcting the microtia or opening up the ear canal and for parents that's the first message and in often say the first person you seek speak to after a diagnosis has the potential to settlement tone for this the rest of your journey.  So this video that we're going to show and I apologize in advance that it's the louder talking mom, she has a great blog called the souther diaries, it's on Tumblr and she has taught us so much she is very eloquent in describing the process and even now she writes back, she looks back at her daughter's earlier part of her life and having for both of yous having worked with this family from the beginning of the process until about maybe she was about 1‑year‑old when the parent moved out of New York that even when ‑‑ even though we thought communicating very open I will with this parent reading her blog now when she looks back, there bass so much more going on behind ‑‑ in her head than we any realize you remembered because she seemed like she was gunggho motivated, but really inside she was a hot mess dealing with all of these emotions and for us it's important to remember.
>> Our first ENT appointment was very transactional, he simply said ‑‑ he looked in her ears for about 30 second answer looked at them, took some pictures and said grade 3 microtia/atresia, and he didn't explain what those words meant, and I had already heard them from 05 friend and said okay so I understand that but what does that mean than the explanation was very shallow, it was she can't really hear we have to do some testing make an appointment.  And we left feeling workings worse than before we went in.
>> I apologize for how loud that sound it and we're not saying that is what every family's experience is with an ENT or an otologist or a pediatrician or what have you but it's important to understand there's another video where parents talk about what advice they would give to professionals and she really said just remember even though you think you've said it enough already, I didn't hear it the first time or the second time or the third time or the fourth time, so when you just state these things very matter of factor I will, compassionate.  These are examples of some of the things that you will find if you go to some of the surgical websites related to fixing microtia/atresia.  If both ear affected, use a hearing aired you would use a hearing aid only if the both ears are affected.  Children will develop norm speech without correction of the microtia/atresia.  If the deformity is unilateral a hearing aid will not be necessary.  And having children adjust to the condition of one ear.
The problem with this is that we know it's not in keeping with the joint committee standards from 2000, which do define the targeted population for universal newborn hearing screening and therefore follow up and early intervention as anyone with a permanent bilateral or unilateral sensory or conductive hearing loss, they adjusted it later to include neural hearing loss as well but it's never been a question from the perspective of the joint commission that children with permanent conductive hearing loss are children with hearing loss and should be followed in the ‑‑ with the same model.
So again, 1, 3, 4, screen, confirm and amplify and intervene.  Some more information that is confirms what the standard is that we should all be following for children with permanent conductive hearing loss and again, even though what parents sometimes will tell us or we'll hear from doctors is that but you can have surgery if you ‑‑ if you're considering immediate pour surgery you can have surgery as young as 3 so basically we're saying we can leave a child with hearing loss without intervention unless they develop a language delay until they're 3.  We wouldn't say that about any other type of hearing loss, so we have to question why we say it about this one.  And we're giving parents mixed signals.
>> MICHELLE KRASKIN:  So at Weill Cornell, oh, sorry, at Weill Cornell, we are in a wonderful position where I do all the newborn follow up, so I do the diagnostic testing after the refers, so the baby refers from the newborn nursery and they get sent to me for an ABR, we then can confirm cochlear function, after that, the child is referred to the ENT for at medical workup and families are counseled on the results and afternoon if I indication, at Cornell this typically happens within the first two or three weeks of life, I've gotten calls from the moms literally in the hospital baby's two days old I need an ABR and I say oh, well, wait until two weeks of age and she goes no, no, no, my baby doesn't have ears, okay, so the baby had an ABR at 3 days old and again, following up at that initial point of contact sets then to for the whole journey, if you need a provider who gives you a negative feeling or you just don't develop that relationship out of the gate, it just gives you a bad taste from the start.  So we obtain medical clearance and referred to early intervention, additionally, there was a medical workup as well to see if there's any other issues.  And we do some functional auditory measures.  So what I like to refer to as the great debate one ear versus two ears, I feel very strongly at this point in my career that clearly I have two ears, you need two Baja, you have one ear with microtia/atresia, you need one Baja and we know, does all of us know that two ears improves speech perception in quiet we also have improved sound localization, it makes listening a lot easier so you're reducing that licensing effort for that child in the classroom and patients reported a better quality of life.  So is everyone familiar with the term enter or roll attenuation?  Do you need a review, so we all know that enter oral attenuation is basically sound on one side going to the other side of the head and with bone conduction we're losing about 10 to 20DB soon of you may see 10 to 20DB who cares I care because I don't know which child is going to be able to compensate for the loss when you're going from side so side, hence my rational for two Bajas.
>> MEREDITH BERGER:  So I'm going to talk a little bit about, you know, Michele meets this baby at kind of fresh out of the delivery room, and she calls and says we're telling a family about your program and, you know, here's the information you can reach out this to them and what have you and we typically do that in New York and I'm assuming this is the same across the country that while anyone can make a referral to early intervention in New York at least you have to do so within parental consent it's a voluntary program so I'll call the family and I'll explain why I'm there, and make sure that they have an idea of what the early intervention program can offer for their family, and I'll talk them through some of these steps and some of the steps are the same across the country, 30 day, 45 day, those types of benchmarks, and then some of the things may be a little bit more specific state by state, so in New York state, children with any degree of hearing loss whatsoever are considered a child with a diagnosed within a high probability of resulting in development jam delay, so if my friendly neighborhood audiologist were to say I have a child that has a slight to mild high frequency single‑sided sensorineural hearing loss that child qualifies and in addition in New York we can use early intervention funding for amplification, so children can get hearing aids, FM system, batteries and bilateral Bajas if it's on a soft band, which works out because you can't do Baja surgery under the age of 5.  So we will work together and we will try to get the equipment through early intervention so we've don't have to put parents through the battle of fighting with their insurance company and with Bajas even more than hearing aids that can be a really big battle, so we're able to get that.  If a child has bilateral microtia/atresia we start with one and we order two and we start with one because think about how a flew born baby is held, they're either sleeping, in mommy's arms two at that point logistically won't work and their heads are really so tiny that one because how is enough at that really early stage and when I say early I'm talk become a couple of weeks old, a couple of days old, by three months for sure, we have two Bajas on them as they have more neck and head control, they may be using a bumbo or something that helps proper them up and when we say for an infant that young we want amplification for all waking hours, that's pretty limited so initial concerns we talked about, I had this bizarre concern I guess that, like with the vibration affect the fusing of the skull, so I talked to some otologist who thought that was a little crazy that I would think that, they were concerned about the.  So brand constructioning skull growth except again go back to how often young children are awake and how often they can really be wearing a Baja, based on just the logistics.  So but we do fit one as soon as ‑‑ ASAP and the second one soon after.  We also have a process called an interim IFSP which I believe is part of federal regs but is not well defined and most places don't do it and what that means is parallel to the traditional early intervention process, we can have an immediate EI meeting, an IFSP meeting that runs parallel to the evaluation process, so that we can order equipment and start therapy within days, somebody we typically will have a child fitted with amplification and starting therapy within 10 to 14 days of referral.  So you can't ‑‑ you really can't get much earlier early intervention.
So one of the things that happened as we were seeing this big influx of children we realized that as professionals, parents were coming in and saying to us but the ENT that I spoke with said that if you only have one ear affected, you don't need a Baja and if a parent came to us talking about a cochlear implant not being used or a hearing aid not being used I want to come to your program, I know your program is listening and spoken language that's the outcome I want were you I'm not going to have my child wear his cochlear implant at home.  We would have to have some discussions about what their goals are, what their reason is for that, try to figure out but at the end of the day if they truly feel like that's just not what we're going to do we're not the right program to meet their needs it's not a judgment on the parent, so we very ‑‑ we realize that we were tip toeing around this because of the way some families were being advised by doctors and we needed to have a policy that kind of was a nondiscrimination based on the kind of hearing loss you have and that is if you're coming to us as a listening and spoken language program, you need to be committed to using amplification.  And so we ‑‑ what we would say is that we would support them in finding a home‑based, a generic home‑based early intervention provider because everything we do is at our center we would help counsel them to other programs and we would help them identify one, so it wasn't we tried to make it as nonjudgmental as it could be within that kind of a discussion.  But we realized that we really needed to send a consistent message because we did realize that parents were getting mixed signals from around our field and it just isn't good for the child or the family at the end of the day.
So in this time period, we had 23 children and families, one left the program because of the policy, and I should clarify, if a family comes in with a newborn and they say I just don't know, I'm not ready, I'm still doing research, we don't show them the door, we usually will wait that first three‑month period of the IFSP and let them engage in therapy, we may use a loaner Baja in therapy so they can become familiar with it, quite often this issue is a bigger issue with parents of boys which it make sense like for parents of girls they can rationalize well girls wear head bands like when their hair goes longer, nobody is going to see it and it is a harder issue our numbers are a little different but in general more children are boys who have microtia/atresia than girls, so this is a very really counseling issue that we have to talk about, you're right, it's not fair, you're right, people will notice that your son has a Baja but people also notice when someone is using spoken language and they don't have good speech or good language.
But 22 stayed.  So sometimes the question comes up how early is too early in early intervention?  And I don't know that we think there is something ‑‑ a thing is too early, my joke about Michele is that if she could possibly fit a Baja in route row, she would do it because she wants to maximize that 20 weeks after cochlear function starts but we will settle for 19 days.  And when people say why, why are you so curb some might say a degreesive, I like to say proactive, it's all in the way you look at it but why are you so set on this course?  Why not if a parent says they don't want to use amplification still treat them and what have you?  At the end of the day it's the 1, 3, 4 model we know that that 6‑month point is the difference between I think it's like a 20 to 40 point difference on speech and language testing at the end of the day, and we don't know when we go back ‑‑ want to go book and look at that cute little baby, we don't know when we see a newborn is she going to be the one who really does not seem to have any negative effects of having microtia/atresia?  Because there are a group of kids and it's not that there is no effect of the microtia/atresia, they just have something about them that enables them to compensate for whatever it is, but they can't localize, they have difficulty in noise, all of those things, but there's a group of children who will be okay relatively speaking we all know adult whose had microtia/atresia and they're college educated and they have happy, productive lives and that's wonderful but when we're looking at that baby we don't know which group she falls into and we would rather not take the chance, that's the capital catch up or keep up it's much easier to keep up with a norm development than to try catch up later.
So I'm going to go ‑‑ so again keep up, follow the 1, 3, 4 model including the children to have unilateral or bilateral microtia/atresia, catch up is if there's one good ear, hope that good ear can do the work of two.  And that there is no speech and language delay that develops but you may have to start interventions later.  For a bilateral, we know a lot of places just get one Baja on a soft band for children with bilateral microtia/atresia, we know ‑‑ we recognize and this is really respecting the reality of what we do, during our work day that sometimes it's a fiscal decision, sometimes the parent, there isn't an early intervention system or a grant system or, you know, microtia ‑‑ like the ear community where someone can go and hope there is a Baja and the parent is escaping together $3,000 or '3$3500 to get a Baja and I can understand ethically for an audiologist or an interventionist having a really hard time saying you should double that and spend $7,000 that you're not getting reimbursement for so I really ‑‑ you know, for the people who are in here who may be in that situation that is not a judgment on you to me it's a judgment on the system and the act in we're not supporting children with hearing loss by making hearing aids and Bajas readily accessible but if you're able to like in New York if you have a system that will pay for it, why wouldn't you get two?  Measure diminish so we wanted to show you a sampling of the types of research out there, almost all the research that's do with children who have had surgery or about to have surgery so this was a really challenge when preparing for this presentation.  We all know that unilateral hearing loss has negative impacts and these are some articles we came across and again the big criticism is this has to do with unilateral sensorineural hearing 60 dB hearing loss is not normal, so we know the studies are looking at unilateral sensorineural hearing loss, this study was specifically targeting unilateral conductive hearing loss, and the complaint is that it's not the same, however this was specifically for conductive.  The study had some limitations it was more of a parental survey, the parents had the means to all tend a conference and actually fill this out, so it lacked a little bit of diversity in race and socioeconomic and educational levels.  But the big finding was that ‑‑ the big finding is that while we know unilateral neurosensory, 65% of them needed some type of resource and if that's not a glaring number say hey do something, give these kiddings a Baja I don't know what it is, it 12 and a half percent used a hearing aid of some type, 32% used a FM system, 47% had an IEP and 47 were on speech therapy.  So this study was again looking at the further effects of oral atresia, again, we had 74 patients they all had a maximum conductive hearing loss, what I found the most upsetting of this one was of the unilateral microtia/atresia group, three of 67 were amplified, so the rests of them got nothing but all the bilateral children has some type of amplification.  And if we look at the bottom where it says school problems, the children with right oral atresia, 30% of them had problem the left 11 periods and none of the bilateral kids had problems than, we can think back to this is the right ear advantage they didn't have that but again, it beggings the case for a Baja.  So this was a surgical study, 22 children with unilateral and bilateral microtia/atresia, and I like this little statement, so while results showed speech reception in noise showed improvement with no noticed improvement for localization, so okay, the authors didn't notice an improvement and I can tell you anecdotally, my patients all can localize sound, you put them in the booth, they know where the sound source is, would you feel comfortable with your child riding a bike down the street not knowing that the car is coming?
So what about the Baja and soft band research?  So it's not we're still looking preparing for our study we're really still looking the research is not out there, soft band research is very, very, very limited.  So we had another study that was looking at the primary outcome measures they had 25 children from the ages of 6 to 18 and there was a prerequisite for surgery and they used the Baja soft band and they found that children had automobiled of the speech spectrum with the Baja.
This was another study that was looking at bilateral children who were in the unilateral fitting and although I would suggest using a bilateral Baja the big take‑away message from this was that application at a young age can guarantee a relatively normal hearing development.  So now we have this slide to share some indication studies between the two centers.
>> MEREDITH BERGER:  So I'm going to talk a little bit about this since nobody can see it.  So we wanted to just give you an idea of what our ‑‑ the kids were like that we are talking about, so a little unusual of the 23 kids, we're talking about more girls than boys, which is unusual but the number ‑‑ it's not ‑‑ when you look at other research, the statistics about gender it's not that they're saying 75% are boys and 25 are girls it's a slight difference, but ‑‑ so this is a little bit unusual, we had more children who were right ear and for those of you who believe the right ear left brain language and what have you, that's significant because we ‑‑ that is consistent with the research that's out there.  We had E bilateral kids than left ear which is atypical as well, and of the kids we had, we had 6 that were syndromic, and we included for this purpose the two single‑sided deaf children and part of why included it, if you talk to the manufacturers of the devices that address this population and they ‑‑ they really in some ways look at soft bands as pre‑surgical candidates, and because they think of their surgical candidates in many ways or the most ‑‑ the bigger part of their business is in single‑sided deaf adult, so when I would say to them no, we have this huge population and when we were talking to other audiology sites in the New York area or I was talking to other schools in the option school network, other people were seeing this trend as well, that more children were microtia/atresia were being referred but I think traditionally unilateral are the greater number than bilateral and traditional there those children aren't aided the companies that make the devices have no idea what the demand is, and one of the companies that moved recently to offering a magnet instead of an abutment commented that they're having kids or young adults showing up for surgery that were never on their radar before they had no idea they were out there and they've been kind of stunned by the numbers of kids ‑‑ young adults with unilateral microtia/atresia and it's really causing them to take a step back and look at what the population is like and what the need is like in the community.  And I think you can see that in a lot of resources that they're more targeted towards the pediatric soft band population, so when I talked to them I really encourage them to think of them as a distinct group, not simply as pre‑surge equal candidates.
>> MICHELLE KRASKIN:  So our first patient was diagnosed at 4 months of age and he's been using a Baja since about 4 months and he has a right sided conductive hearing loss and he's worn his Bajas.
>> MEREDITH BERGER:  This little boy is interesting, each didn't start with ear one of us, he came to Clarke when he was about four months of age and for us we do think that is later to be answer it when we're talking about kids that are 3 week old when we first see them, he started somewhere else, if you haven't heard of the either community they have these great microtia/atresia picnics and this family with their then 3 month old son went to the this picnic and they met another one of our families and that walls the first time they realized all the things that were accessible to their child under early intervention, and so they started with us at about 4 months and we are able to get a Baja through early intervention and then they needed a primary ‑‑ they needed a medical home and a primary audiologist and that was where Cornell came in.  In New York before I show you are you the scores I know that interventionists are going to ‑‑ some interventionists are not going to like that we do standardized testing for children this young part of what we do in New York state requires standardized testing whenever possible and because we know we're going to be being cease kids for at least 3 years sometimes 5 years we think we might as well start at the beginning and see what the trend is over time.  So I'm hoping I address that complaint before question time.
>> MICHELLE KRASKIN:  So we used the PLS5 for this child, at 4 months of age his auditory comprehension was in the first percentile, his expression was 4th, he went from a first percentile to the 97th, he went from the 4th percentile in expressive to 99, and his overall language is in the 99th percentile at 3 years of age and one of the points we want to make is that we're not showing you ‑‑ we're not showing you superstars we're showing you typical kids and the reality is if you took a child who had no cognitive impairments and had norm hearing and you provided early intervention, they would probably test really well because it helps them along.  So with the Baja he has such good access to sound and he has very involved parents who were good language models to begin with and through the coaching and listening and spoken language program really knew how to use those strategies to address his unique hearing needs, and so his speech and language reflect his cognitive potential, and that ‑‑ with these kids we're kind of thinking of them in some ways as the low hanging fruit in early intervention because if we provide the tools, these are kids who will work to their cognitive potential and that's our goal.
>> MEREDITH BERGER:  So our next patient was diagnosed at ten days she was using her Baja by 24 day as and this was one of ‑‑ a got the call I think days old and she needed a bilateral Baja soft band and that was before they even created them and I remember vividly sitting in the office measuring her head figuring out where the Bajas should be placed and looking back now I can't even imagine how traumatic that was for a parent, but today she's a superstar.
>> She is a rock star.  So at 24 days we did her initial evaluations which is a little bit crazy and we used the real 3 and she's ‑‑ in receptive she was in the first percentile and expressive she was in the 23rd speakers tile 6 months later when we had to do the next progress report for early intervention, she was in the 2nd percentile and the 3rd percentile so you know it's a little bit slow.  These are parents who are very well educated and they're very book smart people and they were really freaking out about these numbers, for us we kind of know, like, kids some kids start ‑‑ you know, take a little longer or whatever but we guy into this idea that the kids are going to be okay with everything in place, right?  They had no idea and they ‑‑ the father kept saying so how many more does she have to get right to move up?  Like we're not a 3rd percentile family, so it was really ‑‑ so we laugh about it and they can laugh about it now but it was really troubling to them, those conversations, and for the real people who use the real versus the PLS, I believe with the real at around 6 months there's a question that has to do with produces specific speech sounds where the PLS it just says produces a variety of speech sounds, so she didn't produce the 3 that the really starts but if she had been on the PLS that wouldn't have been an issue, so sometimes we have to give a little bit more information for parents to understand that not to put too much weight at some of these numbers at this page.  But then if you take a look, by 13 months, so another 6 months later, she's in the 55th percentile and 45th percentile so she's really made great gains over the year.  And then by 33 months she's in the 7th percentile on the PLS for auditory comprehension, 97th percentile for expressive communication and 98th percentile overall again, for as much as we say like this is ‑‑ she's a superstar, she's a superstar in that she is working to her ‑‑ her speech and look Hatcher cognitive potential and that's what we want for every child.
>> MICHELLE KRASKIN:  So another little boy diagnosed at 2 months of age been using a Baja consistently, and he has left sided microtia/atresia.  From a bilingual family as well with.
>> MEREDITH BERGER:  We say usually we know the guidance for testing children who are coming from homes with limited English is to not use standardized test scores so official if I we would describe what he was doing again because the nature of seat along just is wanting to score thought owes tests we do have the scores that I'll share with you.  So at 7 months, he looked pretty good, he actually has an older bore and I always think there's that second child advantage that it's difficult to recreate in families where it's the first child or an only child.  But keep in mind these are unofficial scores, but he is the by parent report he is fluent in Spanish, as much as he would be at his age but I'm going to take the unofficial off the screen for a second, if you notice the expressive on the PLS at 14 months it's at 92, at 20 months it's at 90, at 27 months is at 75th percentile, so we're starting to keep an eye on that, is it that he is a bilingual child and this is a silent period for him?  You know, is it that he is a Cheyenne introverted child which he really, is he's definitely, you know, a momma's boy and really clinics to mom a lot, is it that there is something relation going on, this is around the age where we've had a couple of other children who seem to be on a good trajectory start to show red flags for autism spectrum, we don't know.  So but the fact that we're doing the testing every 6 months will give us some data to follow, so we're very interested to see at the next data point what the trend, if this is a trend or if that was just an anomaly in his overall development.
And again, unofficial.
>> MICHELLE KRASKIN:  So another little boy diagnosed at 2 weeks he was fit with his Baja at 2 years for the first time, the family didn't agree with Clarke and left they've since returned he has a right sided unilateral conductive hearing loss.
>> MEREDITH BERGER:  So we don't have the earlier data but at 33 months, his mother reports that he is very verbal and he's very interactive, all of his therapies are home based so we haven't had as much contact since we're not providing that therapy.  But this discrepancy of the 84th percentile for auditory comprehension and 9th percentile for expressive, I mean, the total language score is meaningless because the discrepancy is so big but that is very troubling, we ‑‑ the mother is ‑‑ his mother seems to feel that not using that Baja for the two‑year period has absolutely nothing to do for his expressive language delays she feels he's apraxic, we have some feelings about deep sensory issues as well so we don't know if his outcome at almost 3 would be different if he had had amplifications early on but we do know if he had had amplification we wouldn't have to question whether his hearing loss was the problem.  And that's the point.
>> MICHELLE KRASKIN:  So in preparation for this presentation we sent out a survey to families and asked how they felt about the process, how they felt about the information that was given to them, did they feel pressured by our facilities, you know, what they felt about the physician and these were just some of their comments.  And one of the ‑‑ I like this one the best, the first one, they were counseled by all professionals for the Baja except for one doctor who said it was fun necessary since the child had one‑sided hearing and often that's a challenge with families is there's so gung‑ho to get it and then they have physicians who say no and they won't give clearance and then same thing below the parent had to fight to get two for her child, and they were ‑‑ another one, they were told it's necessary in ‑‑ it's not necessary in unilateral microtia/atresia to use anything.
>> MEREDITH BERGER:  So one of the things we've want to say is any though many of these are positive about Michele or Clarke that's not why we selected them, we actually think knowing who many of our colleagues are in the field that if they had gone?  Any one of you it would be your name up there talking about how happy they were so what we really want to show is that by having a policy and we explained what we were doing and why we were doing it, parents got on board because they had the information to make an informed decision, and they appreciate that even if it was hard at the beginning they really appreciate having that information.
So again, it's not about us it's about the child, do you think your child would have been fine without a Baja?  So the families that use it even the parent who left and came back have all said that they are so happy that they're using amplification and they just ‑‑ some have said oh, maybe they would be but I'm not sure to know they wouldn't have been find without a Baja, none of them have said yes, this was a waste and we didn't need to do it and why did you make us?  And I think that sometimes we hesitate to say something because we don't know if it will be well received but we really wanted to kind of give you some information to consider when you go back to your own practices been how you have this conversations with families.
>> MICHELLE KRASKIN:  So the next steps how do we improve reporting the incidence of microtia/atresia by the primary care physicians?  And that's a big one because the number ‑‑ clearly we're seeing greater numbers of them than what the incidence is saying, and is that because physicians aren't, you know, considering the small ‑‑ the grade 1 microtia/atresia as anything or is that because they don't know what to look for.  We need to diversify the sampling, we need diversity, diversity, diversity, we need better education for professionals, and that starts right from the newborn screeners along the way up through the physicians.  At Cornell we're lucky that the screeners know what to look for we have a close relationship where they'll call me and say I have patient X I say this I'm not really sure what to do, I'll give them your phone number it's always good to just fast along if you're not sure opinion and we need more research across all fronts we need to see what's going on with the unilaterals, we need so see how they're doing with soft bands and differences with the manufacturers, you know, is cloak cochlear better than Oticon we need all of that.
>> MEREDITH BERGER:  We were are planning this, we said AE services represent the purpose and goal of the entire EHDI process, screening that a child is deaf or hard of hearing are meaningless without appropriate high quality intervention, if you haven't had a chance to look at the joint committee's supplement that was put out in 2013 and it's kind of best practices in early intervention following a diagnosis of hearing logs and I know I mangled the name somewhat, but if you Google it, it's listed on the American Academy of Pediatrics website, it's a free download, it is a gold mine of best practices, intervention strategies things we can do to improve our EHDI systems in general but this is in the introduction and to me it's the most profound thing that I've read.  Why are we diagnosing children early if we're not providing early intervention?  So I would include and I would suggest for those of you who don't typically think of children with unilateral microtia/atresia to be part of the hearing loss cohort that you think about that again, and for children who are using ‑‑ who are bilateral microtia/atresia consider that you ‑‑ for the most part, it's rare to hear an audiologist or a doctor recommend that one hearing aid is ‑‑ or one implant is sufficient to achieve a listening and spoken language outcome so why would we do that, why would we only use one device for children who have microtia/atresia?  And we'd like that thank all of you for coming today, this is a topic that is near and dear to our hearts, it's a low incident within a low incident population, so we're happy to see so many people who are interested and we to thank all of our families that have allowed us to work with them and learn from them over the last 3 years and we are done and we have lots of time for questions because we finished early!  That never happens.  Question?
>> (Off mic.)
>> So the question is did we have a fight in our state to get children with all degrees of hearing loss qualified, I have be to be honest I've been in the field for 25 years and I don't remember it ever being a discussion, it just was from the beginning.  Some for us it's made our lives easy that we didn't have to take on that battle, we also don't have to fight for center‑based services, home‑based is great in many ways but reply theory if you ‑‑ since I've got a microphone is that I'll give you is that as great a home‑based natural environment is if you're a pregnant woman who has just given birth you probably met other pregnant women along the journey and the minute your child is born and you find out there's something different, you're isolated from those moms, you don't necessarily want to start comparing what they're doing, because you're going to audiologist appointments and you're seeing early intervention and ENT and what have you so if you were home all the time your further isolated from the community that could offer you comfort and support, one of the things that we do at a very ‑‑ at that pint when we do an interim IFSP, one.  First things is that we get approval for a parent infant group because for as much as I think we have a great staff and they're very tall he wanted at that point parents really need to connect with other parent whose have been through it, they're a little ahead, they're at the same so they have that sense of communities answer support and we didn't have to fight for that, either and I wish that I could go state to state for both of those issues.
>> (Off mic.)
>> MEREDITH BERGER:  The other thing is that we have in New York City, there's something I may mess up the number, I think in general in early intervention there are about 64,000 children in the state who receive any kind of early intervention services, most of them are in New York City which is where we're located and in the assistive tech unit of early intervention for New York City, we have this great partner, so in 2012, the state ‑‑ at the state level they said we're not going to cover Baja any more and this woman can meal who is really an angel called me and said I need data, this doesn't ‑‑ this just doesn't feel right I need something to go back and fight we would they ever have known until it was already kind of the regulations, so the act in we have people who are not gatekeepers who are part of the system has been a tremendous benefit, specifically for children with hearing loss.
>> (Off mic.)
>> MEREDITH BERGER:  Most, yeah, so the question is what do you do with a 24 day old, typically the 24 day old is sleeping through therapy, but the therapist is really busy because a lot of what they're doing is supporting the parent, they're answering questions, they're talking about typical development and what to look for, and hearing milestones, they're talking about fitting, how do you put the Baja on, how do you ‑‑ or hearing aids if you're working with another child that's that young and they're really supporting the family they're coaching the parents through this.  And that's a lot of it.  And again, you have to say it over and over and over and sometimes even in the parent/infant group that we have, a big part of it is a parent comfort level and explaining because they're on the subway or at Target or going to the family for Thanksgiving and some hopefully well‑meaning relative says something that cause that parent to just want to go in the bathroom and cry and we work with those skills and how you even describe what your child has and how do you respond to the hurtful comments intentional or unintentional at a point where parents are so vulnerable.  Yes?
>> (Off mic.)
>> MEREDITH BERGER:  So the question is how do you keep a Baja on a toddler that it seems to be harder than other devices I have some thoughts but Michele, do you want to ‑‑
>> MICHELLE KRASKIN:  I know a lot of my patients clip it, get little barrets and they will clip it in the hair, for the boys they will wear a little capital cap over it, they have created it, wear a cap, cut out the holes where the Baja goes so the kids don't have as much access and I have to be really honest the kids we're struggled with earlier ‑‑ that we've started with early have less issues than the older kids if you introduce it early on it is what it is and they don't know any different and they know this is there and it helps them here and it's part of them versus introducing it at 3 or 4 years of age and it's like whoa, what is this.
>> MEREDITH BERGER:  The other thing I would say is if you're using Bajas on a soft band use that safety line, it is the biggest pain in the neck to thread, it's really crazy, but you ‑‑ that Baja will pop out of the that soft band more times than you can counseled and it's going to get lost and thrown out so we strongly recommend use of the safety line even if you have to bring to your audiologist and tell them to do it.
>> (Off mic.)
>> MEREDITH BERGER:  You know what, that's going to be too look for me to repeat.
>> Oh.
>> MEREDITH BERGER:  So you know what, I know there are a couple of questions, so I'm okay with staying longer and in think you are, too, to connect to talk about the early intervention, I know there are a couple of earlier questions and you're going to have good information and it's going to be longer and there are hands in the back, so is that okay?  So I see ‑‑ yes?
>> MEREDITH BERGER:  So again we're talking about a group of children we've seen over the last 3 or 4 years that's what we're excited to see, we don't know yet because Baja on a soft band, I wish I had the exact date.
>> MICHELLE KRASKIN:  I think it's '96 around there.
>> MEREDITH BERGER:  So before that, if kids why using that, they were using a metal band with a bone oscillating hearing aid which was not a good sound quality so unless you were bilateral, you were probably a nonuser, so we're interested to see, we know that one of the children that we talked about, that the parents were kind of freaking out about those early scores, she recently had atresia repair and surgery at 4 so we know some of the children will have surgery and if the atresia repair is possible because it's not for everybody, they may through and see how much residual hearing they have post surgery.  You know, we suspect that they will need services of the same way other children with milder hearing loss does and they may need speech therapy, itinerant teachers of the deaf but we expect they're going to work to their cognitive potential so we're excited to see where that.  There was another question somewhere in the back.
>> (Off mic.).
>> MEREDITH BERGER:  Using ear gear to cover the Baja itself as a safety measure?
>> (Off mic.)
>> MEREDITH BERGER:  The only thing I'd be curious about, are you an audiologist or a parent?  So I would encourage you if you were doing to do that with your audiologist, go into the booth and test, we did ‑‑ we do that when we're trying hat, halts are really difficult for kids with microtia/atresia because everything feeds back, so like a beret style that's almost like an adult size can go over a little head and the band goes under the Baja, you don't get the feedback especially with like a Baja 4, they have the feedback manager but we tested it in the booth with the audiologist to see what we were losing and we were losing about 20DB but we've had like negative temperatures this winter so losing 10DB but being able to wear a hat and have amplification on is huge especially for kids with microtia/atresia and if it's bilateral.
>> MICHELLE KRASKIN:  And just to add to that, I'm sorry I know we're done with time, just to add as the audiologist a lot of the parents do the homemade head bands, and I just caution you again to speak to your audiologist when doing that because I have families that have just gone out there and God the goody head bands and done it themselves, they're performing 20DB poorer if that's what you are going to do you should be programmed that way.
>> MEREDITH BERGER:  Thank you very much, we'll be here so if someone has more questions but I know we have to ‑‑ yeah, we have to end.  Thank you. 
(Captioner standing by).
>> It's on, it's hot, so...
Thanks.
This is a very loud microphone.  Yes.
>> (Off mic.)
>> We'd rather have really loud than too soft.
>> When it goes too loud it's piercing [indiscernible].
>> No on the handheld.
>> Test 1, 2.  1, 2.  Test test test.  Test 1, 2.  Check check.  Can we hear in the back of the room?  All right.  Is it too loud in the front?  Okay.  There we go.
>> Test.  Oh, no.  Can you hear me?  Hello.  Can you hear me in the back of the room with this mic?  Nothing.  Let me get closer.
>> Swap over to this side because you're facing that way.
>> To this side?
>> Um‑hmm.
>> You fix.  Worse.  It's too loud, okay.  Test.  Test 1, 2.  Test test test.
>> (Off mic.)
>> But can you hear me if I'm talking in a normal voice?  Can you hear me?  Louder?  Louder?  Louder?  This is a Verizon commercial, can you hear me now?  Can you hear me?  Okay.  They're good thank you.
Fine, thank you, John.
>> Testing testing testing.  Okay.
>> [indiscernible] direction hello.  Hello I'm thrilled to see so many of you all here I'm.  I'm Michele Neihaus, I'm your room moderator, and I'm very excited to finally meet face‑to‑face Jodee Crace and her team talking about it takes two, the value of deaf/hearing teams and the value of early intervention.
>> JODEE CRACE:  It's always nice to present with a famous person.
>> PAULA PITTMAN:  I'm Paula Pittman and that is our team Jodee and Stacy, do you want to stand up?  We are the sky high deaf mentor training team and we each have different roles on top of that and we'll tell you about those individually I'm Paula Pittman, the director of sky high outreach and the deaf project at the sky high institute and also the director of the parent program for the Devon you deaf in Utah.  The next thing with having both of those hats is the things that we learn at sky high I actually get to implement in my ordinary statewide program in Utah and so we wanted to talk about this issue deaf/hearing teams because we don't see any of them, and we ‑‑ all three of us have experienced working with deaf/hearing teams in early intervention and have seen such great success.  So and we're not talking about one specific kind of methodology, one specific kind of approach, we're just saying we need to as deaf and hearing people be on a team and work together for the benefit of children.
So just to clarify terminology, as we begin, because, if you've ever written anything in early intervention or you've presented up here, we have the term deaf, Deaf and deaf, hard of hearing, deaf and hard of hearing, deaf or hard of hearing, so it's all of the terminologies we respect all of those, and we honor all of those but today what aware going to be doing just for ‑‑ what we're going to be doing just for simplification of presenting and print a we're using the term deaf ‑‑ and we didn't even put it in the first slide ‑‑ but you'll see little D, big D deaf basically means any person who has a different hearing level than a hearing person, okay, so that's what we're talking about, because there's a value of hearing parents seeing all kinds of people who are deaf or hard of hearing there's a value of deaf people being with all kinds of hearing people.  So that's what we're looking at today.
Okay.  So I want to start with a little bit of a historical perspective, and I forget how old I am sometimes until I have to pull out the ruling reading glasses and then I realized yeah, I'm old and I've been here a long time, I've been in the field a long time but a lot of you are young faces and you may not know some of the history here but in reality, early intervention for deaf or hard of hearing kids is fairly young, it's a fairly young profession quite honestly, so really, formal intervention, birth to 3 really began in the late 1960s, 19 ‑‑ early 1970s with home‑based early intervention, there were center‑based programs in different places around the country, but home‑based early intervention programs are fairly new, I mean, in ‑‑ when you look at in terms of world history or educational history, this profession hasn't been around very long.  Signed English systems came into being, again, in the '60s through the '80s we saw a variety of sign language systems, loves SEE1, SEE2, blah blah blah, you have all of these systems that all kind of gave birth to one another, and that impacted early childhood education, it impacted the education of deaf and hard of hearing kids.
Then cued speech was created in 1966 with the purpose of helping kids who are deaf learn to read, and be more effective readers.  Organized efforts really organized programs to bring deaf adults into early intervention programs started in the 1990s with the birth of the buy‑buy approach, which now ASL English we call ASL English or bilingualism, so you young faces out there don't get too comfortable with the terms that are being used right now because they're going to change as you move along.  But what you'll find is that the information is basically the same, we just shift things a little bit and we learn more, and as we learn more, the field is changing to address the needs of these kids.
When we started in 1990, we started the deaf mentor project at sky high, and I've been an earlier intervention provider for a long time prior to that but as a person who has ‑‑ I have deaf people in my family, I have deaf friends, working with hearing parents who had deaf children they just never saw deaf people, so their perception of what is my child's potential was very different than what my thoughts of what that child's personal could be.  And when we ‑‑ what that child's potential could be and when we started with the Deaf Mentor Program, and if you've been a part of this, you will see parents when they meet deaf people you sort of see them just take a deep breath.  It's like this is a deaf person, and she's successful.  She can drive.  She can read.  She's married, she has children.  Her life is good.  I mean, and we wouldn't think that about a hearing person, you meet a hearing professional, you just think okay, they're a hearing professional.  But parents having this deaf baby is often the first child they ever ‑‑ first person they ever meet whose deaf.  So we can give parents a lot of information as a hearing professional, but we can't give them the peace of what is it like to be a person who is deaf, we carpet give them that, but together if we combine our forces then we're pretty dynamic deaf and hearing folks together.
So cochlear implants have also impacted us so trials for cochlear implants on young children began in the U.S. in the early 1980s, they were approved in the 1990s and cochlear implants have changed the face of early childhood deaf education.  So all of these advances in educational approaches, the study of linguistic, linguistic development, you know, we got ASL came on board we recognize it as a true language, all of that's happened in the last 50, 60 years.  So we're recognizing the value of having deaf and hearing teams but yet we're still not really doing it much in early intervention, so best practice and in 2007, the statement for the JCIH, and I'm going to read this specifically recommends that Deaf and hard of hearing adults should be involved in all EHDI intervention programs as they can enrich the family's experience by serving as mentors and role models.  That was in 2007.  It's 2015, and when you look around the room here in this room we have more, approximately employer deaf people because of the topic, but if you're in the big room and you're sitting in there with I don't know how many people, very small percentage of those people are deaf or hard of hearing.  And I think you're here because you see the value of deaf and hearing teams and so how do we change that?  How do we bring that into fruition in more deaf early intervention programs for deaf kids?  How did we did it?  So one of the way that we do it is by research and understanding what's happening, so interestingly enough, in 2005, Jodee and I did a presentation ‑‑ Jodee and I did a presentation at a conference Andy a little quick 22 program survey I didn't write it down, I didn't write down the states it was just for the purpose of the presentation, we were just curious how many folks are using deaf people in their programs so at that time 2005, none of the programs were administered by deaf adults we had no deaf administrators in early intervention.  Four programs had deaf adults that were employed either part or full‑time in their program, four out of 22, 10 programs felt that they made a concerted effort to involve deaf adults in their program.  All of the programs pointed to a lack of funds or the lack of qualified professionals, and as to why one of the reason why is they didn't have deaf adults involved in their programs.  And then there was a concern about hiring deaf adults who negatively influence hearing parents, that was expressed by respondents in 2005.  This isn't good hard‑core research right because I don't remember who the first 22 states were so when I went to do another little phone survey, I can't any remember what color socks I wore yesterday so I certainly can't remember the states I called 10 years ago but we called 10 additional states, 10 state requests early intervention programs ran I will, and this is what we found now with the same questions.  None.  Programs were administered by deaf adults still, no deaf people in administration of those programs.  7 programs had deaf adults employed in part or full‑time positions, so some improvement there from 4 to 7.  We had 12 programs that felt they made a concerted effort to really involve deaf adults.  Even if they couldn't hire them they had deaf adults involved somehow.  All of the programs, they now pointed to three different things they had lack of funds, lack of qualified professionals or a lack of administrative support.  So the folks that we talked to said we think it would be important but our administration doesn't believe that it would be.  And then the nice thing though we did make big success on this last one, no one had a concern that deaf adults would negatively influence parents.
So for those of you and I looked across the room and I see deaf people who have been here, Beth Benedict from the beginning, Jodee from the beginning, Stacy, some of you guys have been coming for years when you were the sole deaf person or one of two and you had to share an interpreter than and you had to go to the same conference session because there's only one set of interpreters or one interpreter, so give yourselves a pat on the back because your presence here raises hearing professional's awareness that deaf people should be involved in deaf education.  Okay?
So that's a little bit of the research that we did, again, very unscientific research, you know, I wouldn't publish that anywhere, but what we do know, what we know, the three of us know because we all work in ‑‑ we all three work in programs where we have deaf/hearing teams is that meeting of two personalities is like the contact of two chemical substances, if there's any reaction, both are transformed.  The process of that is not easy, a chemical reaction is painful and we've experienced it, you're not going to set up a program and have deaf and hearing people who completely get along just like you're not going to have a whole bunch of hearing or deaf people who are all going to blend we have different experiences, different culture, we see things through different lenses, our perspectives are different.  But in order to do this you have to be willing to step back and say okay, your life experiences are influencing this, mine will are influencing this how do we make it work and it's that chemical reaction, it's that melding together that transforms ‑‑ melding together that transforms most of us and will transform your program as well.  And the parents that you serve.
So here's' a little bit of research, this is really research, this is the good stuff that people did with the intent of gathering research, they interviewed 317 parents, they felt less depression, less isolation, increased interactional responsibility or responsivity to their child when they were connected to deaf people.  Okay?  When they had deaf people, only 9.5% of the parents though that he surveyed had actually had interaction with deaf people in early childhood program, 9.5%.  Okay?  But the reaction, the response, what parents said is it was positive for them.
In the study at the sky high institute with the Deaf Mentor Program, the families in our original study they reported like more than 80% less frustration interacting with their child who was deaf when they had a deaf mentor than when they didn't and the what was interesting about the research that we did was that it wasn't just that parents were learning to sign because this ‑‑ that lunch study was deaf mentors who were teaching family also ASL.  But in ‑‑ it wouldn't have to be just deaf people interacting teaching families ASL, people who are deaf engage in the world differently because they don't hear everything.  So they rely on their vision, they interact differently, they position their bolds differently, they move differently, and so the parents in our program, it wasn't just the signs they learned, what they said was we learned by how they interacted with our child not just what they taught us, not just the signs, but how they engaged, how they moved in the world, how they carried themselves also, how they interacted with their child.
And that's something you only get when you can see it.  Deaf children benefit from having access to adults in terms of their social interaction.  So the kids we work with in our program, they see deaf adults in our program all over the place.  We have deaf people who work on our staff at our clerical staff, we have parent advisor, early intervention providers with masters degree in deaf education who are deaf, we have deaf mentors who are deaf, we have people at every level in our program, in our deaf mentor coordinator is deaf.  So our kid when is they come to events they see deaf and hearing people interacting all the time and that is their world.  They're deaf, their parents are hearing.  How do we interact in the so we're a model as a team for these kids.
Okay.  So we recently did a survey in Utah with our parents and all the parent whose had had opportunities to interact with adults who are deaf, they listed three primary benefits from that experience, this wasn't just deaf mentors, this was having deaf people around them.  It helped them to calm their fears about their child's future.  We have deaf mentors who have degrees in ‑‑ that one is a para‑legal, one is an accountant, okay, so they're not just teachers the deaf they come from all walks of life, so that helped parents it helped them feel calmer aren't the deaf and hard of hearing adults.  It encouraged them to think beyond the first 3 years of their child's life so an early intervention we have a tendency to go this far, our vision as early interventionist we'll see we'll get you to 3 and then good luck with that but having a deaf mentor, having a deaf adult, deaf role models you get to talk to people and say okay, what did you do when you were 12?  What happened to you when you were 15?  At 21, why did you want to go to Gallaudet, you've been mainstreamed your whole life, why did you want to do that, so it allows them this opportunity to really gain information across a lifespan.  Because these kids leave early intervention at 3 but they continue living their lives and their parents continue to work with them.
So I'm just going to pop these up because I'm almost out of time because even an hour isn't enough, but these are some comments from our staff, our early intervention staff, deaf and hearing about what are the benefits so parents get the benefits of two life experiences, deaf/hearing, deaf adults have input, they're valued for what knew know for who they are, on our team you can read through this online but on our team we loving being with each other, we really learned hearing people who don't have a lot of experience with deaf community we love doing team retreats because we always have a share your life or this is your life kind of segment and we have an ASL learning time and we have what is it like to ‑‑ tell us what's it like that put a cochlear implant on in the morning, what does that feel like?  What does it ‑‑ what is it like to wear hearing aids all day every day?  And because when you're an early interventionist working with a family trying get hearing aids on their kid and the child's resisting, help me with they, as a deaf person, what does that feel like, why is it so hard help me to understand and it has just made a huge difference in our team on both sides.  Deaf and hearing so that here comment, this is from one of our team member, we stretch one another, our views on education, we learn, laugh and struggle and in the end we're better people for having worked together side by side.
Another comment, basically it's good, you know, I'm not going to read through it because again we have two other people you need to hear from and both of them are famous so you want to hear from both of them.  But basically, what we learned from each other is we each have something special to provide, one isn't better than the other, they're equally important, they're equally value and families see that value and what's interesting in our program is parents may keep in contact with me as a hearing early interventionist but they will always stay in touch with their deaf mentor because we started Deaf Mentor Program 25 years ago in Utah, I'll see them now and they are still seek them, that person you really do become a role model through life, if you have contact with that family.
Okay.  So I'm going to turn over now to Stacy Abrams.
>> STACY ABRAMS:  I am stay say Abrams, the family mentor coordinator in Arizona, I ‑‑ before moving to Arizona, just a couple of months ago, I was in new Mexico as the coordinator there, I also am the mom of two deaf children.  My parents are hearing.  And so this job has a personal impact on me, because I know that my parents directly benefited from an informal deaf mentoring program by the deaf adults that they met when I was younger.  To give you a little bit of my background my dad is a farmer, and if my dad could have gotten through ‑‑ got through parenting me, I believe any parent can.  So I believe very strongly in the mentoring relationships that I'm supporting in our program because I know what the impact that it's had on my life.
The benefits for parents are in actually seeing what a deaf adult looks like, not just that but what our life looks like, what our day‑to‑day struggles and questions successes are and to give us an opportunity to ask questions partnership recently met a family during a play group and they've had a parent mentor advisor for a few years, but within the first few minutes of me getting there to the group, just after introducing myself, the mom ‑‑ the first question I got was well, how literate are you, you can read and write English?  And as deaf people we get asked this all the time.  And other parents, the child was embar raged that the parent asked me that but I didn't mind at all, I was actually relieved that the parent felt comfortable enough to ask me instead of leaving that group wondering.  So we actually want people to ask us.  We open ourselves up in ways that other people don't, and may not be comfortable with.
And the parent advice they're had worked with that family said I've told them before that deaf people can read and write and I said I've sure you have but it doesn't always stick, depending on at what point in that family's journey they've heard it.  Also, parents think that literacy is directly related to a deaf person's ability to speak, and that's not always the case.  So when they meet a deaf person who only signs and doesn't speak, then they make some assumptions and so they have to ask questions to understand better.  So lots of things are not a given, that experience for me in that play group really brought that home for me, and this also reiterates the three deaf mentors play that we are able ‑‑ the role that deaf mentors play, we are able to provide a perspective on being an adult.
What's different between deaf and hearing families, thank you for the time check in the back, I very much appreciate, it I was worried about the amount of time that we have left.  Thank you for the kind reminder.  Families have to meet deaf adults to experience what their worlds are like to know that not every deaf person has the same experience, nor will their child.  In addition to that, that interaction has to happen so that they can connect and learn about the community, learn about deaf folks, how they as a hearing person and a parent of a deaf child can, income ‑‑ can in fact be a part of the community.  So if they meet me for the first time and they think that every deaf person that they will see will communicate in the same style and accent that I do, they would need to understand that interaction with the deaf community would be just as different as in the non‑deaf community.  People have accents people communicate in very different ways and in doing so, by going to deaf events, by being a part of the community, by being a part of media, publications within the community they have access to such a variety of knowledge, we do have a national level of publications in the deaf community, but for local connections, those are the utmost of importance for individuals to connect with.  It just so happened that at definition Phoenix, I happened to see some parent that showed up and in said to myself, wow, this experience at a national level conference deaf nation, my goodness!  Parents were actually here and I thought to myself times have changed, and that experience in itself is ‑‑ and that experience in itself is incomparable, whether or not they collected the litany of information that was available to them is one thing but fact that be that they had access to the happenings the fact that they saw super deafy and John Mosier as part of the community, how important he was as a role model that we need deaf super heroes how the parents sat and saw the reaction of the children and who they saw in super deafy, that's where they're learning, that's where their interactions are making connections.  So parents can say my deaf child is a part of the deaf community, and that's not entirely true.  They are part of our community, your community, so you automatically value that child as a part of the community as a whole.  And if you refuse to accept that your child will be a part of the Deaf community and the community at large, the automatic acceptance of your child being a part of the Deaf community must happen.
Again, I mentioned that the first question I'll often asked is can deaf people read and write, and I say yes, of course.  Again, we must read to children regardless of their hearing status, parents will say I don't read to my child, and I am fortunate that my parents did.  My parents signed with me, my parents learned how to do so.  Sometimes it was a bit awkward trying to figure out where to place a book when you're using sign and it might have taken 6, 7, 8 different attempts and we finally figured it out, how to use a book, how to use sign language, how to sign on the book, on the person, how to communicate the shared reading experience, the shared reading project has been very helpful in allowing for formal training to parents with deaf children so they can then learn how to read to and with their children.
Again, what's very important is incidental learning and this morning, a mom actually said to me last night, my daughter, who's 2 years old, experienced incidental learning and I was ability to witness it.  They were playing UNO with the older brother and sister and the 2‑year‑old was running around the room, the older brother lost so we are teasing the older brother and we say hahahaha and it just so trapped we had played the same game.  But what happened was the daughter because she had seen mom, brothers and sisters make fun of the older brother who had lost, she had seen them sign hahaha!  The next time she played the game and somebody lost, she responded in the same way!  She had access in her home.  It was a very natural occurrence.  It was not this is the sign for laughter and you must know it occurs in this instance.  Incidental learning happens naturally.
Families benefit but deaf but deaf adults benefit as well, we have we don't always experience the same access another deaf person does.  If I were in another person's shows how would I approach things and I look back often to my experience as a deaf child and imagine how would I approach this if I were in today's world?  I have been asked are you many being deaf it is a very common question and parentless say are you happy and they have a hard time believing when I say yes, I am, they say really?  Why?  And I actually try to compare it to ethnic and minority groups and a law for some parallel explanations, deaf pride is okay to look at yourself and have actualization, positive self image is an important part of who we are as people and if you allow for them have a role model, them that, they will believe it.
I am certainly not one to preach, I am also not one to teach, I am one to be involved I am a part of what's happening, and I tell parents they need to do the same thing.  That decision to not preach or teach is I want things to happen in an organic manner be a part of the community, meet deaf people, create interpersonal skills naturally.  One of the most important things for me in this program is working with parents in such a natural way, so they don't feel like they're sitting in an instructive way.  The other part that's important for me is it forces me to sort of do an internal dialoguing with myself and again put myself in someone else's shoes to see their child through their eyes and then to see they child through my eyes even if I disagree with the decisions they have made for their children, I can always say there's another perspective, there's another view, which allows me to take pause and say as a deaf mentor how important it is to realize that this is the family's decision.
They then have the trust in my to ask those tough questions.  I have become a better deaf person because of my experience working with hearing families.  Again, regardless of whether or not I agree or disagree, the allow was of a debate and communication that happens open I will with the family is of the utmost importance as we mentioned before not all of our deaf mentors are in deaf ed or EI, some of us are accountants, some of us are banker, some of us work in a very different field but as long as they're paired with a parent advisor that is hearing, they are allowed to exchange experiences and expertise.  I love the fact that they can compliment each other and that together we become a bridge for both families and children.  As a deaf child, they can see the involvement of everyone in their lives they have this wrap around experience where parents and providers and mentors, I remember my deaf mentor they can say, you know, as a 19‑year‑old individual, I remembered my first experience with a deaf person.  And in my office, I still carry a photo of the two of us together, and I look at that now and again and I say I can't imagine my life without that experience.  So you as providers or family members who have deaf children understand that you will collaborate years later, those deaf role models will still be a part of your children's lives.
Hello everyone, I believe we have about 15 minutes left.  And as we move forward, we are going to start a dialogue instead of just sitting back and being passive in this session we're going to get a little bit more active.  And that is the first question we're going to unpack.  How are we making it work?  Okay.  Now I get, it I wasn't sure how this worked but now I do.  I needed a little bit of help, sorry about that.  She was on going so fast that she hasn't finished all of the slide deck that she had planned to.
So in transitioning from ‑‑ to make a program succeed, these are the things that you'll need to change potentially from a paternalistic model to more of a partnership and collaboration from a pathological philosophy to a humanistic philosophy, to a culturally diverse belief modeling [indiscernible] to bilingualism.  And from simple access to more quality access more variety to meet the needs of the family you're working with so this is a basis of how the mindset of EI has changed over the years and where we'd like to start in this discussion.  So now we're going to look at what has worked in ocean program and the experience in the programs that you've worked in what do you find as threats, as strengths, challenges and opportunities.  You all may be familiar with this SWOT analysis, that's what we're going to be doing here and looking at programs.  Those of you who are in programs how many of you work collaboratively with deaf mentors.  Please raise your hands.  So someone in the audience is saying that there's no particular program, there's not a collaborative relationship with a deaf program.  Okay.  But how many of you in your program do have a deaf mentorship program already that you all are providing deaf/hearing team teams to families?  Okay.  And how about do you have deaf ‑‑ any deaf involvement in your programs?  Okay.  Great.  Thank you, that's helpful.  And is there a sense of equality within your programs, you feel like everyone has a shared voice?  How about administrative support for deaf and hearing teams?  So it looks like the small study that you to law did from 2005 ‑‑ that Paula did from 2005, we've seen I mean improvements.  How about cultural sensitivity, are you seeing that within your programs, or specific trainings on that?  Okay.  A little bit.  How about staff members who themselves are deaf at live develops within the program, different positions it, whether they be part‑time full‑time, office staff, direct service staff, administrators?  We're seeing a little more of that.  Good.
Are team roles clear, comfortable, value, respected?  And I guess the biggest question is are they effective?  I think at that point, it might be helpful for you all to just read through this slide and then we can talk about what areas might could be worked on, could be more effective.  The first point here is to accurate a safe environment where communication can be open and honest without fear.  If you have that, then that creates a more effective partnership.  You are also encourage cultural and linguistic facilitation between deaf and hearing members.  You provide opportunities for professionals to learn about one another's history, lives, values, background.  Is there an opportunity for that?  If so then you may be more effective.  Do you listen to one another?  Are you willing to change your ideas or approaches?  Are there opportunities to written storm new ideas or resolutions to ‑‑ brainstorm new ideas or resolutions to challenge that may arise?  And do you encourage regular and ongoing communication?  So in thinking about these effective strategies what challenges do you all see?  If you could come up to the front, please.
>> Continue E in terms of challenges our program does not have enough opportunity ‑‑ in terms of challenges our program does not have enough opportunity because there is no parent advisor that signs.  So how do we care for that?
>> STACY ABRAMS:  Okay.  That is a challenge, no signing parent advisors, so working with other professionals who are hearing who don't sign then how does the deaf mentor then work with the professional who doesn't sign certainly that's a challenge.  How about the rest of you?  Any challenges that you're finding in your programs related to these six points that are on this slide?
>> Oh it's a different view from up here.  I'm from south do key that we have a very small number of deaf community members and we would like to establish a Deaf Mentor Program but due to small numbers it's very difficult, I called home last night and talked to my husband who is also deaf and we realize that we're the only deaf parents in South Dakota with a deaf kid.  And we thought, wow, how do we do this?  I'm on the EHDI committee for South Dakota I am part of the team and we have a pretty good team, but ASL in the program needs to be a priority.
>> STACY ABRAMS:  Okay.  So the challenge we are here there is there are not enough members that are deaf, for her she feels that here is and her husband are the only deaf parents.
>> I'm from the learning center for the deaf in Massachusetts, we have deaf interpreters but there is a mom when the interpreters were not around or available and a parent who speaks and the SLP is there and is then in a very awkward position, because the SLP knows both spoken language and seen language, sometimes simultaneous communication then happens because we simply don't have a choice.
>> STACY ABRAMS:  So a lack of language planning to have enough staffing to ensure that communication is happening if something happens to create a barrier for communication, that's another challenge.  In terms of safe environments where communication is open, I hear constantly that this is a challenge even in our schools for the deaf, even in our outreach, even in the place that are supposed to be safe.  We have families and we share experiences growing up and how do we as professionals share our views that may be personal, may be scary, may be overwhelming, and different than what the majority is sharing?  I often have to be very cautious about what I share, so they understand the intent of my message and I see that as an issue, my dream, my dream is that everyone will feel there's no political correctness to follow and we can just share exactly we're thinking and how we feel with no harm and simply to share if we have the right attitude regardless of whether you choose to sign or not, if you have the right attitude and your child succeeds that's what's important.
>> STACY ABRAMS:  I really appreciate that point I think that's exactly it, to say that attitude is everything and we're going to talk about that next, so let's keep that in mind.  Just from the audience, someone is saying their budgetary challenges, of course.  Okay great.  This is great.  Let's keep this dialogue going.
Here's some more strategies for creating deaf and hearing partnerships effective deaf and hearing partnerships providing ASL classes and incentives for improving ASL skills for all staff, providing quality in‑service training ensure effective partnering.  And that comes with the right attitude.  We have to keep in mind that you're not just taking one class and then you get it, getting it is actually walking along with someone on their journey, and having open and honest dialogues repeatedly.  The three of us, we work together as a team, and Stacy and Paula and I and we don't always agree, we don't always have perfect relationships, that's true of in my personal life as well as my professional life and I believe that it's true for everyone, you have to always work through that.  For example, just for this presentation we talked about how to talk about deaf and should we use capital Deaf for culturally deaf or the lower indication D and we had quite a heated discussion about that and decided that we would use deaf, and I know that those discussions happen in other communities as well, but you have to come to some kind of agreement, maybe not a consensus, but everyone has to come to an agreement in order to have a place to then talk about some of the harder things.  It does take an open discussion, an open dialogue, and this dialogue for us continued right up until we started this presentation.  And sometimes things can be hard but it's always worth it.
A long‑term group process as well, ongoing and open dialogue is very important, group processes sometimes can get a little storming and you have to work through those.  Even in discussing how we were going to structure this presentation, we did open with a presenter who used English, and that doesn't ‑‑ that does not mean that the person who is hearing had any privilege in this but really it was about the topic.  We also broke up this presentation depending on our own expertise and comfort level.  But that was discussing who to do what was a process for us as well.
Some possible activity ideas to support your program success.  Setting up play groups for all children that support their communication needs and are out by a deaf and hearing team creating ASL English and English ASL clubs for younger children and siblings, encouraging facilitating ongoing social linguistic fun games, chat groups that sort of thing, this could happen through local communities, it can be happening in other place, it doesn't have to happen directly from your program, but you could be supporting it.
And this comment just reiterates the appreciation that families have for the support that we're able too provide from deaf/hearing teams.  This quote talks about the mutual understanding of role and identity, once that is established and agreed upon, then you can have even more understanding and create ally‑ship with each other.  This quote talks about being an ally, understanding boundaries within each the deaf and the hearing communities, the person who gave us this quote also talks about the value of that relationship and how important the deaf/hearing relationship is.
I think this quote is perfect because it talks about perspective and how important perspective is in understanding a situation not just that but being open to change and the possibilities that you may yourself not see.  Sometimes the best road is the one that you make.  For families, they need to establish their own journey, for me, my journey came from the decisions that my parents made, the educational situation that I was in and through a dialogue that can happen for families, the path together can be laid, it may not be the same as the professionals that are in that family's life but it will be unique for that family and through a partnership it can be determined what that looks like.
So we have 5 minutes left, we are open now to talking about anything a we've brought up or any issues that you would like to talk about.
>> At what point is it possible for deaf and hearing teams to partner?  And you all think it's possible right, we're not saying something that's new to you.
>> I work at Boston Children's Hospital, and I am responsible for the outreach program for deaf and hard of hearing individuals, I am the one deaf person on the team but I do have a bilingual team, the hearing people I sign with do ‑‑ the hearing people I work with do sign.  But outreach is hard because most of the time parents are focusing more on implantation and that's not my specialty.  My specialty is sharing outreach, resources, and they focus more so on that decision rather than the emotional, social impact that their decisions will make on their child, community partnerships, play groups, children's museums, we have partnerships in the Boston area and the resources are shared with the parents.  Again, they oftentimes have to be encouraged certainly not forced, we actually have a baseball game this spring and we encourage family goes so that foundations can come and fund raise monies for those activities within the community, and I share that those are natural resources that are in your community that you can reach out to.  And I do feel as though I am on par with my hearing peers I think because they have allowed access to me as a professional and I am valued in that setting.
>> There were two things brought up earlier as challenge that we didn't ‑‑ that very haven't addressed yet one is budgetary, the other is lack of deaf individual ones your community.  Do you all see those as challenges as well and I actually wonder if budgeting is a real issue or is it an issue in theory?  And is it true that there aren't deaf people in your community that you could tap as mentors or do you just think that?
>> I work in outreach as well and I always like meeting the families in person, a face‑to‑face interaction, however, I have to be realistic.  There are deaf children in rural areas, I'm in Texas and we are a big state.  There are deaf children that are just simply far away from service centers so to allow for reaching to them is difficult in person and I have to give in to technology, which I'm not always many to do, I can do so throughout video phone, through Skype, through facetime and Ava a variety of different technologies but it doesn't feel real, it doesn't feel as though I'm having that personal connection.  If I can then meet them at a family weekend retreat it makes such a difference and it really is encouraging to see that they are really human they don't just exist through technology.  It's lovely to see that they're doing ‑‑ they actually feel that about me rather, they feel that I'm not just existing in their facetime scene, I am a really deaf person and I do think that the budget is an issue because we do have to pay individuals for their services, we need to look for grants and other monetary resources and there certainly are ways to find them in your community you just have to be creative.
>> Okay.  I'm getting the two‑minute warning so any closing comments before we wrap up?  In terms of the most recent comment, deaf people are often advocates for home‑based service and we have to accept the reality of technology being used rather than home‑based service.  We need to be working with the schools as well because sometimes home‑based services is just not possible.  What's very important is that we work with the child so that they can self actualize and have a positive self‑esteem that they can embrace.  Now if the school's looking to me and don't ‑‑ doesn't know how to communicate with their child because they're focusing on something very different, then what the schools can do if in collaboration with our program is share what's imagine the classroom with the parents so the parents then at home can talk about what's happening in science class, the weather, the lab experiment, that vocabulary enrichment and learning signs can happen in a much more organic way, then the connection has to happen where the link between the deaf and hearing world is.  Now, you can't stop at 3 years old we have to continue after EI services, and especially if a child isn't identified until 3 years old or they're moving in from out‑of‑state where EI services were less than par that's another concern we can't just say sorry, you've aged out and we can no longer provide services.  We oftentimes forget as parents that school actually happens and it needs to continue in terms of programming that the exposure and access in the home must happen as much as it does so in the program and in the schools.
>> We are out of time, thank you so much for coming to this session.  Hopefully, you all can continue the good work that you're doing in either supporting the deaf/hearing teams that you have in place already or working towards establishing that.  Please be in touch with Paula at sky high, we are happy to come and provide a training for you in your state, we are the national training team and we do travel!  So thanks for being here!  


 
