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	>> Hello, hello.  Is this working?  Barely?  
Good afternoon, everybody, good afternoon, I am Christi Bailey and I'm here to be your moderator today I'm with the Kentucky statewide Educational Resource Center on Deafness.  There are a few things I would like to tell you about if you have your cell phone please mute it, turn it off and if you have to take a phone call please take it outside we are here today, our presentation is going to be 30 minutes so that's pretty quick and we do have somebody coming right behind this group so if you have questions you may need to take it out in the hallway if they are available and willing but I will have to usher you out and get our next speaker in on time we are here today our topic is "Issues Hearing Parents Face with Their Children Who are Deaf/Hard of Hearing" so this is the time to hop up and get out if this is the wrong session for you okay you're all here I'll be picking up your evaluations at the end I'll be passing them out to those who don't have one and we have our speakers here today with us, we have Susan Fingerle and we have Lisa Weiss one more thing the captioner is remote.  The captioner can only hear what comes through this microphone.  I believe you're expecting some discussion so maybe questions, the person who is speaking must wait until they have this microphone in front of you.  If you start I will stop you and ask you to wait until you have the microphone.  
	Thank you for being here.  
	>> Just to start, how many people are parents?  And how many professions and students?  -- professionals and students?  The title of the presentation is "Issues Hearing Parents Face with Their Children Who are Deaf/Hard of Hearing".  That's not to say that all parents aren't welcome and also just to be clear the word issue is in the sense of choices or decisions, not in the problem meaning -- potential meaning of issue.  
	We hope that people here will share their experience with us and feel free to do so.  We come to these conferences because we find that really beneficial and we look forward to meeting other parents and professionals and people who work -- yes.  Sure.  Sorry.  People who work with Deaf and hard-of-hearing students.  
	We are both hearing.  And we both have children who are Deaf or hard of hearing.  We were friends before we found that out.  Through work.  A majority of parents of Deaf and hard-of-hearing children are hearing themselves.  Both of our children were late diagnosed, we used different modes of communication.  
	We have put our kids in a variety of school settings and we have actually both moved for our kids to go to school.  
	Because we had each other, we had each other to talk to about all of these issues.  And we hope this presentation will be part of a bigger discussion.  
	All parents, not just parents of Deaf and hard-of-hearing students, have to make decisions about their children.  
	We both have other kids -- boys who we have to make parenting decisions about.  Sorry; this is making a weird noise.  
	And I'm speaking without any regret or sorrow or pity for our kids or ourselves I think.  
	>> Yeah, I think that the -- you know we just kind of wanted everyone to understand the format of this  It's less of a presentation more of just a continuing discussion with a larger group of people that Susan and I have the opportunity to have all of the time because we have been such close friends since before we even had our kids and our kids like any kids are very different from one another  And we have -- you know, we've had the benefit of kind of bouncing our parenting choices off of one another.  And have found that so beneficial that we have been able to bounce those things off of one another.  
	But we -- you know, we have been coming to this conference now for several years.  And we have both been involved in other kinds of organizations seeking you know guidance from professionals and connections with other parents, connections for our families, connections for our kids.  And I think when we say -- when we titled this "issues" it's kind of like issues that we think about it's not problems that we think about.  It's just parenting choices that we make.  
	We talk a lot about how -- you know, the choices that we make for our Deaf or hard-of-hearing kids are kind of the same choices that we make for all of our kids.  We approach the decisions for our kids the same way that we approach them for all of our kids.  But there's a larger conflict within this entire community that affects all of the choices that we have to make.  And when you're a hearing parent that has a child that's born to you that's Deaf, you don't realize that these pretty simple parenting choices that you're making at different points in their life are going to affect them and affect you in quite significant ways.  And I think that this conference and conferences like this really highlight the passion that different people come to this field with.  But it also makes it very difficult -- it makes it a little bit more difficult to parent our kids and to make those choices.  
	I figured that out you know along the way.  I can kind of talk about my experience with my son who is Deaf.  He's -- this is what I know about Max now.  And Max is the one that's in the middle in the pink sweatshirt.  You can barely see his face.  He's almost 13 now.  
	He's in the 7th grade.  He's in -- I have identical twins so the one who is directly to the left of him, Cole, is his identical twin they are now in the same school they have actually almost always been in the same school since they hit elementary school-age.  
	He's a happy kid.  He's a really overall happy kid.  He's almost 13 so he's kind of wrestling with the normal teenage issues and trying to figure out his identity as a person.  
	The way that we communicate with each other, I wasn't really sure when he was little what that was going to look like.  But what that looks like now is that he communicates using spoken English.  We used cued speech which is kind of the most interesting issue I think I've had to deal with and has been an ongoing issue in lots of ways and that's what I'll talk about.  So he uses spoken English.  He receptively uses cued speech so if he's not wearing his cochlear implants, he's bilaterally cochlear implanted.  He understands everything that I say or anything that uses cued speech with him and that's how he would prefer to be communicated with.  
	But in the larger -- in the larger world, there are very few people who actually cue.  So he really depends on those cochlear implants outside of our home.  
	And you know, we text and that's kind of how we communicate.  And lots of different ways.  
	What I knew when he -- when we identified him as having an issue with his hearing when he was almost three.  So he had already lost or not gained three years of language.  And in my mind when he was three and we identified him for the first time as having an issue with his hearing, it was really the language that I was concerned about.  He wasn't just not able to hear for three years.  He wasn't able to access speech for three years.  
	So I found a person on the Internet.  An audiologist who had been working in his particular field.  He told me to read Choices in Deafness, a book which I recommend to everybody that ever asks me about these choices when their kids are little.  
	And I made a couple of choices based on that book.  I didn't see myself as making only one choice or making only two choices.  I just thought this is the choice that I need to make for Max right now.  And I chose cued speech and I've been told -- and it took me 12 hours to learn how to do it and it took me four months to become fluent at it and subsequently I've been told by other people who are always interested that I used this mode of communication with him that not very many people use is that it's so difficult to learn how to use.  
	I hear that all the time.  It's so difficult to get it.  How do you learn it?  How do you really use it?  
	And I find that people are often -- feel discouraged from using cued speech.  I don't know that professionals really discourage them.  But they feel discouraged from using it.  Because it seems so difficult.  And that's something that I learned much later than when I learned how to cue.  I thought it was a very simple thing to learn how to do.  
	And I think that's just an indication of the larger kind of problems that people have in making these choices for their kids in the moment.  They oftentimes don't feel supported.  So anyway, I learned how to use cued speech.  Max went to an oral Deaf preschool for the first couple of years because I believed that it would be beneficial for him to learn how to speak.  
	He went there for two and a half years.  And it was purely oral.  
	We then decided that he -- that we would try to mainstream into our neighborhood school when I was in kindergarten.  And the first resistance that I got educationally at that point was from the Director of the oral Deaf preschool because Max had only been implanted for two years.  And he has a complex disorder called auditory neuropathy.  He wasn't speaking as well as some of the other kids.  
	It was the first time that I had heard the words oral failure.  
	So we got to his IEP meeting  And the Director of the oral Deaf school, even though we were trying to put him into his mainstream school and we expected the support of the Director because he was doing well academically but he was not speaking well, she wouldn't give us her support in recommending that he go into a general placement.  
	She called him an oral failure.  And then recommended that we start using a sign language and put him into a communication program.  And this was a language that he had never seen before.  I mean he could fingerspell.  But we were using cued speech with him and he was acquiring spoken language through cued speech.  So that was the first time I had that.  And you know, I had to learn about -- that was the first time I learned about how the larger population felt about this one choice that I had made for my son that has turned out to be extremely beneficial for him.  And it was never something that I intended to label us with.  I never intended to label Max as being oral.  I never intended to label us as being a cued speech family  I never intended to label us with anything.  I was just making regular parenting choices, regular decisions for my kid.  But I found those labels to be really difficult.  
	And I don't feel sorry for myself.  I don't feel sorry for him.  I just want to kind of put it out there that it makes parenting more difficult for us.  That these labels that we have to identify with or that people identify us with are there.  
	It makes it more difficult.  
	And what I always hope is that parents, especially, can support each other in the choices that we have made that they are not stagnant we're not just making one choice we're just trying to raise our kids the best that we can with the choices that we're making at the time.  
	So that's kind of the issue that Susan and I talk about.  On a larger scale.  Is being able to empower parents and support parents and making the choices that they need to make.  And not having us feel like we are isolating ourselves or we're identifying ourselves or we're identifying our kid as one particular thing.  
	We want all of the options to be available to them.  And we want them to be accepted and us to be accepted in the larger community.  
	So those are kind of the things that we talk about.  
	>> SUSAN FINGERLE:  I think the idea of that, some of the choices that parents make for their children are fluid.  That the choice you make when your child is three weeks old might change when they are three years old and they might change it when they are 13 years old.  
	I think another choice that parents have to make -- and sometimes make more than once.  Even if you expect you're only going to make it once, is a school setting.  
	There's I think a range of choices for any student.  For our kids it might be a Deaf school or a center-based -- or a self contained or center-based program within a public school for Deaf or hard-of-hearing students or a mainstream setting or a private school and then what kind of private school or parochial school or an educational school or getting services in your School District or going to another School District which you could lose some of your services by going to a neighboring School District or a neighboring county depending on where you live.  
	My son went to an auditory oral integrated preschool program in a Deaf school for preschool and kindergarten and first grade and now goes to our local elementary school.  Which has been a great experience.  First year was great  Second year was okay.  Third year was really bad.  
	He struggled academically.  And socially.  He was picked on.  And it was hard to sort of like get everyone to acknowledge that this had something to do with his hearing issue not just with him getting picked on.  It was much more complex than that.  
	And we had to talk about it a lot at home.  And then we sought services to try to support him and what he was going through.  
	And it was really hard to find anyone who had experience dealing with like social-emotional issues of Deaf and hard-of-hearing students, elementary students in particular.  You know, we found a lot of older kids.  But they were high school kids  And it was hard to find a peer group of families who were going through the same thing.  
	And we have lots of friends from whose kids are Deaf and hard of hearing.  But everyone sort of has their own constellation of things going on.  
	It was hard to find professionals who had experience, you know, addressing this issue at least in our local area.  And we live near a major metropolitan area.  Someone he could talk to after school, not a social group once a month.  But something more regular than that.  
	And we wound up finding a really great person.  But it wasn't someone from the Deaf or hard-of-hearing community.  Because there wasn't -- there weren't a lot of people like that.  And I think, you know, Lisa and I as we said just feel that there are lots of choices and decisions and things for parents to think about and that it's really vital for parents to sort of maintain a community and talk about issues.  Things like social issues and camp and support and when your kids are going to go to camp by themselves.  And you know do you go to family camp forever.  Or at some point when do they go by themselves  
	We both are teaching our kids sign language because we think it's important for them to know.  And going to camp was a great way for them I think to see that firsthand  
	Joining organizations like AG Bell and Hands & Voices and other -- your local parent groups  My kid's old school formed a parent group for those sets of parents to keep in touch.  
	We welcome anyone to share their own questions or stories or experiences, if they would like to  
	>> LISA WEISS:  Or we'll keep rambling on about our own lives if you want.  
	>> It's really funny my 15-year-old daughter who is sitting next to me she is hard of hearing she said, I know you're going to talk.  
	I think what I want to say is I think as parents we feel like we need to make that decision within that first few weeks and then we're like stuck in that.  So I always hope to get with another professionals to let you know that we may change.  We may start one path and go a different direction and go back and say maybe you were right we'll try again or we'll just wait.  It's not a path I picked.  I mean I'm happy I'm on it now.  And I wouldn't change it.  But initially I'm not happy to be here.  
	So when you tell me that I have to make a decision today, now, that my kid is either going to be oral, or she's going to sign that's really frustrating and I'm hoping that she's 15 and I'm hoping that now here we are 15 years later that things maybe changed and we're not quite so you have to be oral or you have to sign or you have to be TC -- making that choice is not something that happens overnight as a family and even though she was my second child, it was very much a holy cow how did we get here and where are we going?  Because we live in a small rural town in Michigan with 10,000 people and I have zero access to anything that's like Deaf Community, signing so I kind of knew where we were going but it's very frustrating so to hear you guys talk about I have a close friend who has three adult children and she cued with one of them she signed with another one and the other one does something completely different so I was like wow another person that cues that's awesome.  
	So you know don't feel alone that you do that.  Because that's really cool.  
	But I think since I started coming to these in 2004, the parent component of EHDI is huge now.  And it's really cool to go I get to totally geek out with these other parents and talk hearing loss because at home I don't have anybody so to see all of these new presentations has been really awesome.  I didn't mean to hijack you but it's just so cool.  
	>> So I'm kind of nervous and I'm a disadvantage and an advantage.  Because a disadvantage as I'm a pediatrician.  And I've heard various groans from parents who have heard pediatricians because the diagnosis comes so late sometimes.  
	But rewind.  My wife is a speech pathologist and I'm a pediatrician and our first was diagnosed as Deaf in 2002.  We're parents.  We're not professionals anymore.  
	So we have to make the choices.  We have to -- you know we have to cry when we hear the diagnosis.  I'm not presenting the diagnosis.  I'm hearing the diagnosis.  
	So then I hear it once.  And we go about our lives not typical lives as parents now there's developmental therapy there's speech therapy there's trips we live close to St. Louis so there's trips to St. Louis and back there's trips to ENT and back not just parenting all of these other things, too, not a pediatrician, not a speech pathologist my wife had something she called a speech boot camp that she did her own speech therapy with our first born.  And he's -- I can tell you a whole half hour and I won't he's a 12-year-old honors 7th grader in mainstream middle school  
	Our second was born and he's ten now and he was hearing.  Actually my first was born -- was diagnosed in New Jersey hearing test, ten year old hearing.  Eight-year old now my 12-year old is moderate to severe my eight year old born in 2007 severe to profound.  
	So now we have more choices.  I chose -- I wanted to choose hearing aids.  Data piled up and hearing aids was not an option.  So gets you up to a certain level  And we're hearing parents so we want our child to hear.  We want our child to -- at least if they were Deaf at least have a tool to hear so they could function with other kids their age.  
	So he was implanted when he was 13 months and more visits back and forth, back and forth, and it's -- there's no cause.  I mean there's a connection gene in both boys  But we really didn't want to pursue anything else.  I mean we had genetic referrals.  
	We had to kind of self refer.  You know.  Because I mean we have professionals that knew it but we kind of knew it.  And I through the -- I threw the textbook against the wall because I looked through it so much trying to find everything that could be wrong with the kids.  
	And I don't want to take up the whole half hour, I'll give it to other people but a lot of choices.  And from a professional perspective it's kind of hard.  I know it's frustrating to not hear the diagnosis.  And my one son was born and diagnosed right away, hearing aids at three months.  
	My younger son was found Illinois newborn hearing screening and he was a hearing aid at one month.  
	So we did the 1-3-6.  So I just hope as a professional and a parent that's why I'm at these meetings I'm not at all of the professional meetings I attend some of the parent meetings because I can help across the board and I'm a Chapter Champion now so I volunteered.  
	And then I got signed up for stuff at the Chapter Champion meetings.  
	So anyone else, I'll be quiet.  
	>> What one piece of advice would you say looking back that you would like to tell professionals?  
	>> LISA WEISS:  My advice for professionals is to take a look at whether when they give parents the options that they are aware of, whether they have an invested feeling in what the parents do.  
	Because I think that professionals are trying very hard to give the parents the best information that they have.  But the professionals don't have all of the tools.  And they don't always give all of the options in there.  It feels to me like many professionals are very slanted in the options that they think are best.  
	And really, it's the family's choice to make that decision with the information that they get from the professional.  That's my one piece of advice.  
	>> SUSAN FINGERLE:  In partial response I'll say my family has had great professionals from the beginning.  My son's hearing loss was late diagnosed.  He was two and a half when he got hearing aids  He failed the Newborn Hearing Screening and then had normal results on a subsequent screening and then two years later was back having his hearing tested.  But we had great professionals.  I would say at almost every single step we had great relationships with the people we worked with.  And this isn't my personal experience.  I guess that's what the windup was for.  But I would think that the idea that in the world problems that a child could have, I don't see this as a big one.  And I don't think that there should be any negativity attached to it.  
	I mean, a lot of people talk about how to phrase things.  Kids don't fail hearing tests.  There's no negativity that needs to be attached to any of it.  It's a slightly different path but it's really not a different path.  And there's tons of great things that families can do.  And it's really not to present it -- it wasn't my experience.  But I have heard parents say all sorts of things about negative things that professionals in hospitals, in doctor's offices, in schools, that your five-year-old is an oral failure.  Like no one should ever use words like that to talk about kids  
	>> I might take the whole two minutes we'll see so my name is Rob.  I'm going to speak and allow the interpreter to sign if that's okay.  Because I want to speak today, hearing parents really so I'm going to drop my hand.  I'm a Deaf pediatrician in Rochester, New York.  I have 35 years of experience with hearing loss.  
	So in responding to -- one of the most beautiful things that I as a developmental pediatrician love to hear is when my patients are physicians.  And they get a diagnosis.  Hearing loss, CP, autism, whatever it is, that they come to see me for it.  
	And my goal at that point and I believe that it should be the parents' goal is acceptance.  
	And it's not acceptance of the diagnosis.  It's acceptance of your child.  Because that child will change.  The diagnosis might not.  But that child will change.  
	And one thing that makes me chuckle is you think about that baby that you just had, you have a diagnosis of not passing the newborn screening and then maybe at the three month or in some states one month being diagnosed with hearing loss.  So then you have to accept that process.  You don't accept that state  Because you think about the teenagers, I'm now 39 years old and I'm watching my parents really struggle with the fact that I use interpreters at work.  I have -- I use sign language at home with my two kids who are hearing.  
	So my parents struggle with that.  Because they never learned sign.  
	So I want you to think about that.  That the first thing you have to do is accept your journey.  
	>> LISA WEISS:  I think our time is up.  So thank you very much.  
	(Applause) 
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