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      EHDI Conference.

 14   February 21, 2011.

      Parent Panel:  Our Journey to Today and Our Wish for Tomorrow.

 15   >> CARIANNE MUSE: Hi, I'm Carianne Muse.

      I am a public health professional by background.

 18   Have been in the public health field about 13 years.

      Doing lots of different things.

 19   A lot of research, strategic planning, I currently work for a

      management consulting firm.

 20   And seven, eight years ago, when I first started with that firm,

      my first assignment was with the National Center for birth

 21   defects and developmental disabilities.

      And I worked very closely with the division of human development

 22   and disabilities, which was the place where the EHDI program sat

      at CDC.

 23   And so I have some sort of professional knowledge about how that

      program works from the federal level.

 24   And then lo and behold, a little under two years ago, I have a

      daughter, my second daughter, born with profound hearing loss.

 25   So I'm coming at this from kind of two sides, and I'm always

      thinking about my experience versus what other parents

      experiences may be and how that may or may not impact the

      success of the early hearing detection program.

      Hopefully we can shed some light on this topic.

      I will say that this parent panel is different in that we've got

      kids age for example 20 months to nine, I think.

      >> Yes.

      >> CARIANNE MUSE:  Nine years old.

      Different backgrounds, different ways of coming into knowledge

      about their child's hearing loss.

      So lots of rich experiences, but we all are connected in some

      way to the Atlanta speech school here in Atlanta, so we have

      chosen oral for our children.

      To put this out in the beginning so evening what to expect.

      I think I'd like to start by zero desiring ourselves.

      I did my little introduction already.

      My child's name is Ella.

      I'll show you a picture.

      That's Ella.

      She's currently just over 20 months old.

      And sweet little girl.

      Can you see her cochlear implants attached to her right side,

      our left side.

      Hair Bow, because she refuses to wear it on her ear.

      She has one implant right now and is slated to get the other

      implant in April.

      So we're working towards all of the pre-surgical things we need

      to do for that right No.  Sweet, happy, very loud little girl.

      [laughter].

      And the one thing I want all the panels to do is just say your

      child's name and age.

      And the equipment that they use, and maybe tell a recent success

      story that you're proud of.

      For me, that is that Ella was a very late walker, and through

      the programs that were in babies can't wait here in Georgia is

      our EHDI program.

      We've been having a physical therapist monitor for a very long

      time.

      Recently they upped it from monthly to weekly because she's not

      walking -- she was not walking.

      So about three, four weeks ago, she started walking on her own.

      She's very, very proud of herself.

      And additionally, the other day in the car, she said, I see a

      car.

      So some speech development already that we're just really

      excited about.

      So I'd like the other panelists to do the introductions.

      >> CINDI WRIGHT:  Hi everyone my name is skinned you Wright

      thanks for letting us share our stories.

      My son is Hunter.

      He's seven years old.

      He was born with a severe to profound bilateral loss.

      He also now wears two cochlear implants.

      He recent la graduated from the Atlanta speech school last year.

      He's main streaming in first grade this year with his hearing

      peers.

      He's doing amazing.

      He recently was accepted into the -- there he is.

      He recently was accepted into a gifted program.

      So that goes to show that the education that he's gotten from

      the see that school has been overwhelming.

      We've really been blessed.

      He's progressed well.

      >> PAUL BURIN:  Hello everyone.

      My name is Paul Burin, and my son is Ethan.

      He is about two, two and a half in that picture.

      He's three and a half years old now.

      He was born premature, and we don't actually know what causes

      hearing loss, but he has moderate to severe hearing loss in both

      ears.

      Of a detected during the newborn hearing screening at the

      hospital, and we -- he wears to hearing aids now.

      He's been wearing them since he was about eight months, five to

      eight months old.

      And he goes to the Atlanta speech school, and he's doing really

      well.

      I guess a success story would be he's tested at or above what's

      expected and what's appropriate for his age group, in

      communication, development, and -- sorry, language development,

      and everything that they tested him for.

      So he's doing very well, and I'm very proud of him.

      >> DORIAN CAMPBELL:  Good afternoon everyone, my name is Dorian

      Campbell, and my daughter Kennedy will be nine on the 28th.

      She's been at the see that school three and a half years.

      She was born with normal hearing.

      She passed the newborn hearing screening.

      Probably about a year of age, I noticed her language was not

      progressing.

      Took her to an ENT doctor for about a year.

      And they diagnosed her as having ear infections.

      I'm sorry, for a whole year.

      Come to find out -- okay.

      Come to find out she actually had a severe to profound hearing

      loss in both ears.

      And she received her first cochlear implant at two and a half,

      and her second one at age six and a half.

      She's do to graduate from the speech school this May.

      And a recent success story would be she auditioned for a little

      short play, I guess, short little movie, to make schools aware

      of cochlear implants and how to deal with children that wear

      cochlear implants.

      So she auditioned for that part, and got it, and so we're just

      waiting to see the outcome of the video.

      Just proud she was able to remember her lines.

      [laughter].

      Thank you.

      >> CARIANNE MUSE:  She's very theatrical.

      And that picture is taken at the speech school.

      You can see the LOGON background.

      The other one is a trip we take every year through the Hamm

      center.

      Some of this is going to be a mixture of me telling stories and

      reading from the journal I've been keeping in year and asking

      questions to the panel so they can respond in their own way on

      the same topic.

      I think a lot of the folks on the panel talked about their

      screening experience a little bit or nonscreening experience.

      If you haven't done that, I'll ask you to do that in a second.

      For me, this is my experience.

      So this is June 8th, 2009.

      And this is from my journal.

      We are leaving the hospital and I'm almost packed up.

      The nurse or assistant comes in with a piece of equipment and

      says that she's going to do Ella's hearing screening.

      How neat that she could do it while I watched.

      I didn't get to see the test for my other daughter.

      She puts the leads into Ella's ears, a referral result comes

      back, she repeats the test.

      Refer again.

      Both ears.

      Well, she was a C section baby.

      She may have fluid in there.

      A lot of times the baby fails the screen and later is fine.

      Here is the card with our audiology department on it and a

      proceed sure about the meaning of the test.

      Do you have any questions yeah.

      But I don't know what they are yet.

      I cannot the brochure.

      Thank the nurse and all the number of the audiology department

      to schedule the rescreen.

      Later the pediatrician calls me because she's not seen Ella yet.

      She does not have rights at this hospital and we're take Ella to

      see her in a couple of days.

      She heard that Ella had some complications and wanted to hear

      what was going on from me.

      I told her about the scary birth, the fact that Ella's left arm

      was bruised significantly that she did not breathe at first when

      she was born, had to be intubated.

      She failed her hearing screening today.

      Pediatrician said, oh, wow, that's a lot to take in.

      She asked me a few questions about her arm mobility and said,

      okay, the most important thing is for you to get the second

      hearing screening as soon as possible.

      I said I scheduled it in two weeks.

      In talking to the pediatrician she said she wasn't prepared to

      give me the whole thing that I would get from the hospital

      audiologist, and the next few days when I went back for the

      second screening, because we weren't in person.

      She was doing this on the phone.

      And she didn't want to get down the road in referring Ella to an

      ENT yet.

      First thing's first.

      That was our experience.

      Anything you want to share about first tests?

      >> CINDI WRIGHT:  Along with Carianne, Hunter also failed his

      newborn screening.

      We were also told they of course didn't do it in the room, but

      they came back and said, he did fail his newborn screening.

      It's probably just fluid build up.

      I'm sure everything's okay.

      We'll have someone contact you within two weeks.

      And within two weeks, babies can't wait was in the home.

      They came to the home, did another test.

      He failed that one.

      They came out again.

      They thought the first test was interrupt by the dogs barking.

      The second time they came out, he failed that one as well.

      So of course we were then referred to a local ENT.

      So then our stream of failed screenings began.

      She didn't -- the ENT in the town we lived, she did not work --

      she wasn't pediatric doctor, so she referred us to Augusta.

      At that point, he was three months old.

      They did a sedated ABR, and he failed that.

      That was when the diagnosis came that he had a severe To

      profound loss.

      They referred us to an ENT in Augusta and we got hearing aids

      started right away, about six months old.

      And as far as the initial screening experience, he did fail his

      screening.

      So we feel very fortunate that he did.

      Sometimes I often ask myself, at what point would I have

      noticed.

      >> PAUL BURIN:  We had a very similar responsiveness of the

      answer.

      Ethan failed his newborn hearing screening at the hospital and

      we weren't sure what that meant.

      So we kind of went from there.

      We were definitely thankful for the newborn hearing screening.

      >> CARIANNE MUSE:  I sort of sprung this question on them.

      And Dorian you said she actually passed; is that correct.

      >> DORIAN CAMPBELL:  Right.

      Kennedy passed her newborn hearing screening and wasn't

      diagnosed until age two.

      So that was a two-year -- or maybe a year and a half gap that

      she lost a lot of language and a lot of input.

      >> CARIANNE MUSE:  And do you remember any results from that

      original test?

      Do you know if they repeated it?

      >> DORIAN CAMPBELL:  No, actually, I don't.

      I have two older sons that they passed newborn hearing

      screening, everything was fine.

      So I don't think I -- I think I might have received a copy

      saying they did the test and she passed, but beyond that, I

      don't remember seeing that they did it twice or three times.

      >> CARIANNE MUSE:  I know another parent whose child went

      through newborn screening and failed and they did the second

      screen, and during the second screen, the nurse, or whoever was

      conducting it, I'm not sure who it was, really wanted to get a

      pass and she I think repeated the test three, four, five times,

      finally got a pass and sent them on their way, it wasn't until

      he was about 18 months old and he wasn't saying mamma, dada,

      that she got him into early intervention.

      So it can vary.

      Next, I wanted to talk a little bit about decisions that we had

      to make along the way with our child's hearing loss and the mode

      of communication that they would use and some of those things.

      And I think so I have a couple of little things, but this one I

      think is good.

      So this week, this was September 18th, 2009, so Ella was about

      three and a half months old.

      And we'd been through 4ABRs at this point and finally knew the

      degree of her hearing loss and we're giving into the mode of

      having to make a decision for our IFSP.

      This week we said our representative from the department of

      education.

      I have overwhelmed.

      There certainly are a lot of options.

      None of the options in the video included cochlear implants,

      though.

      Ella's odd y'all just and our contact at the speech school said

      it may be possible to use auditory verbal equipment with Ella.

      Plus I'm worried that we'll make the wrong choice, what if we

      push her to be verbal, but she's never going to be able to hear

      well enough to speak even with equipment.

      Do I want her to struggle to be understood when she should be a

      signing kid?

      I don't know how to make this decision.

      No matter what I choose, I can't really make a wrong choice.

      Do you want to talk about some of the hardest decisions that you

      had to make along the way with communication?

      >> DORIAN CAMPBELL:  Sure.

      When Kennedy was first diagnosed, I remember sitting in the

      audiologist's office, and she was saying -- or the doctor of

      audiology, she was saying that -- I said, okay.

      Where do I restaurant taking sign language courses.

      I remember her telling me that those aren't your only options.

      I ought matily assumed that we would have to learn ASL.

      She said that's not your only option.

      She said you can do that or cochlear implants.

      I had never heard of cochlear implants.

      She was giving me pamphlets and information on cochlear

      implants, and my husband at the time was in Germany, so I was

      dealing with the results and dealing with all the decision

      making on my own.

      And I just remember feeling overwhelmed.

      And it seemed like everything she told me went in one rear and

      out the other ear at the time.

      When I was able to relax and take in everything she had told me

      earlier, I was able to recall a lot of the things she was

      telling me.

      But basically, I just didn't know which way to go, but after

      speaking with my husband, we decided that we wanted Kennedy to

      be a hearing and speaking child, because she had two older

      siblings.

      We wanted to give her the same opportunity that they had, and

      for her to be able to enjoy laughter with them, and just be able

      to communicate the same way in which they communicate.

      So if we push the language now, she can learn sign language at a

      later date.

      >> PAUL BURIN:  We definitely, you know, it was very -- it was a

      very difficult piece of information to get that our son has

      hearing loss, and at the time, I think all the doctors,

      everybody said that it's moderate to severe now, but there's a

      strong chance that it will get worse, that they could be

      profoundly deaf or completely deaf, and so we had no idea if it

      was going to stabilize or get worse.

      I felt like I had a month or you know a really limited amount of

      time to try to get as much sound into his ears and into his

      brain as we could.

      So I remember -- and music is really important to me, I really

      like music.

      I would always play music for him, because I wanted him to know

      what it was in case he lost all his hearing.

      And so we also assumed that we would have to learn ASL and that

      our son would be completely deaf.

      So we then -- I think my wife found out about the Atlanta speech

      school and we went there to take the tour and we met with Linda

      and I actually remember, like, almost being brought to tears

      seeing these children like talking and, you know, interacting,

      like average ridge hearing children DO they were playing games,

      they were, you know, laughing, talking, you know, so it was a

      big relief to see that there is another option, you know, other

      than just ASL.

      So it was a very difficult decision to make also, but I think

      for us, it was kind of like, that's what we're doing.

      There's no -- there's really no question about it.

      So in a way it was an easy decision, I guess, for us, and we

      chose the auditory verbal path, you know, right from the start.

      That's our experience.

      >> CINDI WRIGHT:  Our story is pretty much similar.

      When we first found out about Hunter's hearing loss, we were not

      living here in Atlanta.

      We lived in Dublin, Georgia at the timing, and we didn't have

      any resources, our resources were babies can't wait, Georgia

      pines, they were amazing.

      They were in the house immediately.

      And I guess the way I relate with them is because we didn't know

      we had options.

      We -- when we were given all these options, we were overwhelmed.

      We were like, wow, what do we do now?

      It took I think some sole searching.

      I think it comes down to what works best for each individual

      family.

      I don't think any one mode of communication is any better than

      the other.

      I think you really have to do what you think is best for your

      child, what you think is best for your family.

      With that, from the beginning, Hunter as an infant was always,

      always vocal.

      It seems like he had so much he wanted to say.

      And I think that we took that into consideration.

      When choosing a mode of communication.

      Because he was just always giggling, laughing and just -- you

      could see the desire to just get something out.

      So with choosing auditory oral, when we met Linda who is with

      the Atlanta speech school, I met her at a seminar.

      For two years, we commuted from Dublin.

      He enrolled into the see that school, and I commuted for two

      years from Dublin, of course we moved up here, we love it in

      Atlanta, and we're not going back.

      So he -- you know, he's just done amazing.

      And with the education he's gotten from the speech school, he

      hasn't stopped talking six.

      I feel like we've made the right choice.

      I don't regret any decisions that we made.

      >> CARIANNE MUSE:  I think it was about four months -- I guess

      it was November when we first got Ella's full diagnosis, early

      September.

      And I was at the at a conference.

      Late November that year.

      Ella was with me, because I was still nursing.

      My mom came down to take care of the baby for me.

      I went to a poster session for one of my colleagues who was

      presenting at the conference.

      And I looked across the way, and there was a presentation there

      from the University of Rochester from -- I'm going to get the

      center name wrong, but it's the research center there for the

      deaf.

      And she was presenting on health disparities, which is a huge

      issue in public health.

      Usually it's attributed mostly to things like racial ethnic,

      sociocultural things that Henry eight health disparities.

      Her thing was about deafness in particular, and how folks get

      information about health issues.

      And I was very interested in her poster and I started reading it

      and was talking with her through an interpreter.

      And she was saying that -- she was kind of curious, I guess, as

      to why I was so interested.

      So I told her, and my public health background makes me overly

      sensitive, I think, to making sure that all communities are

      respected, that there are different cultures out there that I

      may not understand, but that there are things that we need to do

      to make sure that we reach out.

      So I was nervous about telling her that we had chosen auditory

      oral verbal for her, and we're heading down the cochlear implant

      path, because I knew about the sensitivity.

      I wasn't wrong.

      She was very upset with me.

      And said that -- asked me some very hard questions about why I

      wanted to change my child, and that she was fine the way she

      was, I actually believed all of that.

      It was a moment where I thought of what do I want to do.

      I said, mom, this just happened, and it's true.

      I think she's perfect just the way she is.

      Maybe I'm making the wrong decision.

      And I need to do more research.

      And my mother said, according to the science, you can't wait

      much longer.

      If she wants to take off the implant, the processor and sign for

      the rest of her life, you would be supportive of that, and

      that's really all that matters, but you don't have a lot of

      options past a certain point.

      So that was very wise of my mother.

      And so I took that advice to heart.

      And said, you know what, we're not closed off to ASL, or

      especially because there are times when Ella will not wear her

      implant.

      Even now too she takes it off when she's being disciplined.

      [laughter].

      So there are times that we will need to use sign language and

      we're well aware of that.

      And we actually embrace that.

      But I think for now, this was the way to give her all possible

      options.

      So that's kind of a little snip it to explain how hard the

      decision is and that we are trying to take in all the

      information we can to make the decision.

      So the next piece we'll talk about is people that may have

      influenced your decision.

      We wove that into the other stories we told about how we're

      making choices.

      A lot of us mentioned our early intervention specialist at the

      see that school in particular.

      My story is about a little boy, and I think it's similar to

      Poul's story where I was in a parent meeting in the first three

      weeks after I've learned about Ella's full understanding of her

      diagnosis, and he came in from preschool after the meeting, and

      we're all sort of mulling around and talking to each other.

      He came up to his mother, she picked him up, gave him a hug and

      put him back down.

      He had his back to me.

      I said, carson, and he turned around, and I spoke loudly,

      because I was used to yelling at my child with her hearing aids

      on.

      I'm speaking loudly to everyone that day.

      And she -- and he turned around that and his mother looked.

      I said, hailed are you?

      He said, well, I'm four, but I'm going to be five in like two

      weeks.

      It was exactly that level of speech.

      He was perfectly articulating his words.

      I thought, this is where I need to be right now.

      It was really touching.

      So I think carson and his example for what potential there was

      for my child helped me along the way stick with the decision I

      made.

      >> CINDI WRIGHT:  Our asks somewhat similar too, because the

      Atlanta speech school is such an amazing place.

      When you visit them and you're a parent that's in between -- you

      know, you're in the middle of making decisions, you don't know

      which way to go, what you want, and when you're thrown with all

      these options, when you can actually see it, go, visit a place

      and see what people are telling you, if you want your child to

      be a listening, speaking communicator, if you want to go the

      auditory oral route, come see these kids.

      Of course we did.

      We were referred to an ENT here in Atlanta, and after our visit

      with the doctor, someone at the speech school, said, why don't

      you just drop by and see my school, so we stopped in.

      I remember being in the observation booth, and Hunter was out in

      the hall way playing with a tractor they had or something, but I

      remember standing in that booth and looking in on a class that

      was in session and it was during snack time.

      And they were sharing food and pouring orange juice and the

      speech an language was just unbelievable.

      And they were talking about pour the juice, put it in the bag,

      and the kids, and one little boy stood out.

      He's no longer there.

      He graduated.

      They called them the Wright brothers.

      His name was also Wright.

      That child stood out to us, I think after leaving that day, it

      was like it was a no brainer.

      We knew that that was kind of what we wanted.

      We knew that which ever mode of communication we chose, we knew

      we had a family that was going to support us, whatever we chose

      to do.  I think that's first and foremost.

      Have you to have a good support system.

      Everyone in the family has to be on board.

      >> PAUL BURIN:  I think I've already mentioned that Linda at the

      Atlanta speech school influenced our decision making the most.

      By providing us with a wealth of information and so I do want to

      add and kind of just agree with Carianne's point that we -- we

      chose the oral or auditory verbal route for our son, and that

      sort of -- they want the children to rely on their words and not

      on signing.

      So we have chosen that.

      But I think that when he gets a little older, I'd like to learn

      ASL,and I want him to learn it as well, especially being aware

      and becoming aware of the deaf community.

      So that's it.

      >> DORIAN CAMPBELL:  Well, unfortunately, I can't refer to Linda

      Lasker as swaying me one way or the other, mainly because, even

      though the doctor -- Dr. Risky told me my options.

      She did mention the Atlanta speech school, and I guess the

      internet can be your best friend oar your worst enemy.

      I went on line to the Atlanta speech school and saw the figures

      of how much the school cost.

      And I showed my husband.

      He's like, nos way we could afford that.

      Unfortunately, we did not visit the speech school because the

      numbers terrified us.

      It was mainly just my husband and myself that we could rely on

      to make that decision, but we did have a family support either

      way we went.

      >> PAUL BURIN:  We did also have a really, really great

      coordinator from Georgia pines come to our house monthly, and

      also our babies can't wait service coordinator was really

      helpful.

      So actually learned a lot from Georgia Pines and babies can't

      wait.

      We just sort of chose, you know, speech school.

      >> CARIANNE MUSE:  Joust clarify.

      In Georgia for those of us who are not in Georgia, the babies

      can't wait program is through the health department.

      That's the health department end of the delivery in Georgia.

      And the Georgia Pines group does a lot of the department of

      education related work.

      We can get services sometimes from both, depending on the need

      of the family of and usually the Georgia pines representative is

      the first one that comes to talk that communication modes to the

      families.

      So the next question we'll talk about is how did your family and

      friends react to your child's hearing loss.

      I think these questions are very well connected.

      Some of you have already talked about a strong family network.

      And especially around getting cochlear implants or hearing aids.

      I know in my family, we had very different reactions.

      On my husband's side of the family, I will never forget the

      first time they came to our house after Ella was born.

      We hadn't gotten her fully diagnosed yet.

      We were still going through the process of trying to understand

      her hearing loss.

      My inlaws kind of came.

      The baby was asleep, just snowing away, and my parents in law,

      my brother-in-law, my sister-in-law, they came and stood around

      the infant seat and staired at her, and just had this very

      sullen looks and kind of stared.

      Didn't know what to do.

      I think they were wishing that they could fix it.

      And we were on the prayer chain, I think at church.

      That was sort of their response.

      My parents, my mother in particular went the denial route at

      first.

      She was convinced the baby could hear.

      So every time she came to see us, she would gather up evidence

      about the baby can hear.

      [laughter] and that included things like the dog would bark and

      run to the door and the baby turned.

      And she wasn't taking into consideration the baby might have

      seen the dog run by.

      She was like, see, see heard the doorbell and the dog bark.

      And then when I started telling her about hearing aids, that was

      something that was for older people.

      We didn't have any experience with hearing loss in our family at

      all.

      Actually, that's not completely true.

      My brother had conductive hearing loss, but he never needed any

      equipment.

      I think at the time they probably didn't give equipment as

      quickly.

      Did my mike just go off?

      >> It did.

      >> CARIANNE MUSE:  They want me to stop talking.

      That works.

      So that was sort of our experience.

      I will tell one story.

      My -- right before we -- we had our fourth ABR.

      My dad was the only person in the room with me when the

      audiologist came in to tell us the results.

      This was after Ella had had numerous ear infections, two

      sleeping Abr's one after her ear tube replacement and the fourth

      was sedated during her MRI appointment.

      And we knew we needed the MRI anyway, so we -- they couldn't --

      because of all the fluid and infection she had going on, we kept

      getting a -- we need more information kind of reading.

      So this was supposed to be it.

      This was the day we would find out for sure.

      And my dad was the only one in the room, and the audiologist

      came in.

      She's actually hearing impaired herself, and wears hearing aids.

      And immediately, she just started to tell me the results and

      started to cry.

      And I think she was upset because in the beginning her hearing

      loss was a lot more mild than it had been, so her hearing had

      actually gone downhill a lot in four months.

      And so that was actually, she was -- she was very sweet.

      But after sort of all of that trauma of me crying and her crying

      and my dad's not really an emotional guy.

      So the audiologist left the room, and my dad who is great at

      sports analogies, and has high hopes for training his children

      and grandchildren to be fabulous stars.

      Ella is a tall babe A so he said to me, well, I'm sort of

      dressing her up, getting her ready to go.

      He says, well, I'm still going to start to train her when she's

      like two years old to play basketball.

      She'll just play for Gallaudet.

      So just interesting immediate responses and reactions, I think

      from family.

      I will say it's strange to put hearing aids on a child and buy

      toupee tape.

      I'm like, how old is my child?

      I think families have to get used to it, extended families have

      to get used to it.

      >> CINDI WRIGHT:  Our STORY is somewhat similar.

      I remember having the emotional moment in the doctor's office,

      the ABR that I talked about that was sedated.

      They came in and gave us the diagnosis.

      I remember I became emotional just thinking, okay, you know,

      because they just kind of threw it on you.

      You're like, wow.

      So, he is deaf.

      And it was myself, my partner, and our best friend.

      Who is Hunter's godmother.

      And I remember she looked at -- my best friend looked at me and

      we just kind of both just you know got somewhat emotional.

      But as the day progressed, we are finished up with our doctor's

      appointment.

      We were on the way home.

      I remember thinking this precious little thing, you know, it

      doesn't change anything.

      I mean, we've got a long journey ahead of us, but we can do

      this.

      Whatever it takes, we're going to do whatever so that he can be

      successful.

      And I just think -- I remember looking and I thought, he's

      perfect.

      You know, we'll handle this.

      We'll do this.

      But as far as, like, our other family, like my -- everybody was

      so shocked, I think.

      They were just like, what do we do?

      How can we help?

      They felt helpless, I think, in a way, because they didn't know

      what they could do.

      But we taught them.

      You know, it came with a territory, we told them what to do.

      But I kind of noticed ore the years they came more and more

      engaged and excited about, how did his doctor's appointment go

      today, do you have any new information to share?

      Am I putting this equipment on right?

      You know, they I think --

      >> CARIANNE MUSE:  They jumped right in?

      >> CINDI WRIGHT:  Yeah.

      Once they realized that together we can do this, and whatever we

      choose to do, he's going to be just fine.

      >> PAUL BURIN:  My parents' reaction was probably similar.

      I remember my dad saying, oh, no, when he told him that our son

      had hearing loss, they were just sad, disappointed, had a ever.

      And once we figured out that his hearing loss had actually

      stabilized after three or four ABR's and then we got him some

      hearing aids, and I'll be honest, even I had a hard time

      accepting his hearing loss at first, and I remember thinking the

      same thing, you know, I was like, he can hear.

      I know my son can hear, because he has moderate to severe

      hearing loss.

      So it took a lot of doctors and audiologist explaining the

      speech banana to me for me to understand that he has to wear the

      hearing aids, even though they can hear, he's only hearing the

      low frequencies.

      He's not going to develop speech because he's not hearing all of

      the frequencies.

      So that's why he has to wear the hearing aids all the time.

      Hey fought the hearing aids, he took them out and ate them all

      the time.

      So it was a constant battle of, like, putting them back in,

      putting them back in, putting them back on.

      We used the tape, because his tiny ears were --

      >> CARIANNE MUSE:  It was your wife who told me to go to the

      magic shop.

      It's the best tape.

      Sea we all go there.

      >> PAUL BURIN:  With my parents shall they were the same way.

      The hearing aids are hard to put in his ears.

      So they would avoid it.

      So we needed to convince them that he needed to hearing every

      sound or frequency.

      So now they're very supportive and they completely understand.

      >> DORIAN CAMPBELL:  Well, my family, I don't remember their

      initial reaction.

      Because I think I told my mom when I was driving home hearing

      the results.

       -- have been supportive, taking her to appointments that I

      couldn't take her to, and participated in therapy when I

      couldn't make it.

      They've been supportive.

      I have to keep reminding them that she has the implants now, you

      don't need to scream.

      She can hear you at a normal level.

      And come to find out, my mom was doing that because she has

      hearing loss [laughter].

      So we're trying to get her to get hearing aids.

      She's in denial.

      Very supportive.

      >> CARIANNE MUSE:  I have the same experience.

      My mother has hearing loss from bells palsy.

      And so she's hesitant to get hearing aids.

      You have no excuse.

      I told her get Ella's.

      She couldn't wear the baby one, so they would probably be fine

      for my mom.

      The last thing we'll talk about, we've talked about our

      children's future.

      But I want to talk a little bit about just extra things that you

      do for your kid now and maybe how you see their future.

      And as brief as possible.

      For me, it's right now Ella is 20 months old.

      We're preparing for her second cochlear implant surgery.

      She has one speech therapy appointment a one, she has music

      therapy every other week.

      She has usually one audiological a month, denied depending on

      what's going on.

      So it averages out to about two to three appointments a week.

      Which means I need to juggle my schedule around that schedule.

      Someone in the family has to be able to have that flexibility.

      I'm a consultant, company make my own hours.

      Every day is figuring out what do I need to do for Ella and how

      do I make everything else go around it.

      I have another child.

      Not to forget about her.

      She wants hearing aids so badly [laughter] she wants something,

      glasses, hearing aids, something.

      And she's a great big sister.

      I think it's neat to see how she picks up on how to develop

      language for her sister and models our behavior.

      You'll see her covering the mouth and saying doggie and putting

      it on Ella's mouth and Ella trying to repeat it.

      It's interesting how that's worked out.

      Definitely a different present than I imagined when Ella was --

      when I was still pregnant with Ella.

      I didn't expect two years from now having this type of cadence

      to my daily life, but that is where we are.

      And we are looking very forward to with all the progress she's

      made so far, to what she will do with the second implant.

      We thank think that that will be -- -- that will be a whole new

      set of exciting things for her.

      I think if we use the speech school kids as model, we see her

      just flying from here.

      That's the way I see it.

      >> CINDI WRIGHT:  Yeah I mean, Hunter, when me started the

      Atlanta speech school, he was a year old.

      He's seven now.

      I remember them saying, if you're going to go the auditory oral

      route, talk to him, talk to him, talk to him.

      Even at seven, we talk, talk, talk all the time.

      I think our best communication comes in the vehicle.

      We're always in the vehicle, always on the go.

      I always say he has more of a social life than I do, because

      he's always got activities going.

      On.

      When we're in the car, we talk.

      It doesn't matter what the topic is.

      As long as we're communicating.

      And I think, you know, that that's key, because even there's

      time he'll say, do you want to have a conversation?

      I'll say, sure, let's have a conversation.

      What would you like to talk about.

      We play off of it from there.

      For the future, Hunter, he's full of so much personality.

      I believe he's going to go very far.

      He's progressed this way.

      He's over come this journey.

      It's continuing.

      It's still a journey, I guess at least until he's 18, right?

      But right now, as far as outside activities, he's received a

      scholarship, because of his wonderful speech and language, he's

      auditioning to play parts in plays, and he's been asked to be

      part of a regional show case this June here in Atlanta.

      He loves it, he loves to do hip hop, he likes to dance.

      He's always all over the house.

      I think he'll continue to do well.

      He's come this far, and we couldn't be anymore please requested

      how far he's progressed.

      >> PAUL BURIN:  We definitely envisioned Ethan as going to

      regular -- any school that he wanted to, whether it's public

      school, private school.

      And then moving on to university and with the help of sound

      field system or maybe there will be some -- he may need some

      help with being able to hear in a classroom, but we really

      wanted him to be mainstreamed and have the same opportunities

      that any child would have.

      The only thing that he kind of misses out on I think is not

      being able to hear when he goes swimming.

      When we're at a swimming pool, that makes him sad, because I'm

      not sure why they can't make water proof hearing aids or

      cochlear implants.

      I imagine there's electricity and -- maybe one day that will be

      possible.

      Other than that, I see him as being as I -- I see him being an

      average child -- better than average.

      >> DORIAN CAMPBELL:  Briefly, the things that I have to do on a

      daily basis is constantly remember, you know, whether she has

      her batteries or not.

      And 95% of the time, 98% of the time, she -- she has them in her

      pocket, her book bag, she's pretty good about staying on top of

      that.

      Just remembering that or when she goes to sleep overs,

      remembering to inform the parent she can't get them wife, she

      needs to charge them at night.

      But I see Kennedy go very far with or without those implants.

      Just based on her personality.

      She thinks that nothing something wrong with her.

      Even before she got them.

      If you didn't understand what she was saying, it was your

      problem, not hers.

      So she's definitely going to go far in life, whatever she

      chooses to do.

      >> CARIANNE MUSE:  Well, that really concludes our questions for

      the panel that we had prepared.

      Is there anything from the audience?

      >> AUDIENCE MEMBER:  Do you want me to stand up?

      My name is Morgan --

      >> I'm going to have to move over.

      I can't see you.

      Sorry.

      Go ahead.

      >> AUDIENCE MEMBER:  Hi.

      Again, I wanted to explain a little bit about myself before I

      ask a question.

      I grew up oral.

      I had two cochlear implants, and now I'm at Gallaudet

      university.

      I'm very happy there.

      I'm happy with who I am.

      And -- let he back up a little bit.

      I had my first implant at two.

      It broke when I was 13.

      I had to be reimplanted.

      But at that time, I did know how to sign at that point.

      I had already learned sign.

      I was able dollar speak and sign both.

      That's really helped me a lot.

      I was wondering why you wanted to wait to teach your children

      ASL so much later?

      >> CARIANNE MUSE:  Anyone want to answer?

      Do you want me to?

      >> PAUL BURIN:  Yeah.

      >> CARIANNE MUSE:  I think for me, when you choose an auditory

      verbal or auditory oral method, you're presented with a lot of

      the research that goes a long with a theory.

      I say that because I don't necessarily believe that research

      that's based on statistics and averages is right for every

      single person.

      I think that my child potentially could learn to sign and don't

      tell anyone from the speech school, but we do some signing at

      home already.

      But what the research says is that they're supposed to focus on

      developing speech and language through auditory oral methods

      first, because a child who can't hear may gravitate toward

      visual.

      And so that they would not maybe learn the oral part as easily

      if you did both at the same time.

      There's a lot of controversy there.

      And I'm fully aware of the controversy.

      And -- but that's why we're hesitant to do it, because we don't

      know what the outcome froze our child will not in the long run,

      so we're trying to follow the guidelines of the method that we

      chose.

      >> CINDI WRIGHT:  Yeah.

      >> PAUL BURIN:  I definitely want -- you know, whether my son's

      hearing loss -- whether my son's hearing loss stays the same or

      whether he goes -- whether he loses all his hearing, I

      definitely going to teach him ASL, and I want to learn it as

      well.

      Whether he can hear or not, I'd like to know it, because I just

      do.

      >> CINDI WRIGHT:  I'm the same way, like Carianne had stated.

      We were told that when we chose one mode of communication, you

      focus on that, and later -- like Hunter is seven now, we have

      those conversations, those conversations in the car.

      Where we talk about, you know, he knows he was born deaf.

      He knows that he is still deaf.

      Because when his implants come off, he cannot hear.

      So I think -- I mean, I know for sure we're going to introduce

      ASL at some point, but like Carianne said, we've always been

      told from the beginning, you know, focus on this type of

      communication and then you can move from there.

      But I deaf fitly want him to grow up knowing -- you know, he

      knows who he is, but I don't ever want him to lose sight of that

      either.

      I want him to be involved in the Deaf community if that's

      possible.

      >> CARIANNE MUSE:  Any other questions?

      >> AUDIENCE MEMBER:  Everyone up there has talked a lot about

      the school and the babies program, and I'm from a pretty rural

      state where we don't have any of those services.

      I'm wondering if you guys had any just kind of person favorite

      references that aren't location specific in terms of speak and

      language development or signing.

      Do you guys have any favorites that aren't just in this area?

      >> CARIANNE MUSE:  So for me -- it's not working.

      For me, I went to two places to get help, like links to

      services, and that was -- well, in addition to the speech school

      and the EHDI program coordinators who came to my house and had

      information.

      And that's Georgia hands and voices was one place.

      And that's a national organization that should state by state

      have a chapter.

      Or you can reach out to the national organization.

      The other was AG Bell for us, we chose the auditory met you had,

      and they're about linking the services there.

      They have so many membership organizations there that you can

      usually find something that's close to your area.

      >> CINDI WRIGHT:  We were talking about hands and voices as

      well.

      I mean, we're so fortunate to have the internet now days.

      So research is definitely key.

      >> CARIANNE MUSE:  Hands and voices is a -- is supposed to be

      parent run.

      >> AUDIENCE MEMBER:  Hi there.

      I understand that you would like to teach your children later,

      and I do understand that.

      I understand what Carianne was saying also.

      Research also shows that signs helps with speech development.

      So I think it depends sometimes on which research you find as to

      what you believe.

      I did consider -- I wonder if you had picked one or other,

      because in discussing communication options, I think in using

      the word "communication options" maybe if the provider had said,

      communication opportunities, that these were the various

      opportunities, the windows of opportunities for language

      development, that you contingency can develop speech at the same

      time.

      So I think if the doctors, the professionals would use the word

      language opportunities or communication opportunities, that

      leaves it more open and not -- you don't have the feeling that

      you have to pick one or the other.

      >> CARIANNE MUSE:  I do think that the choice part is very, very

      difficult, because you have to do it so early on.

      But it is -- that's sort of what you're told is you kind of have

      to make a choice, and then your services depend on that choice.

      But I do agree with the language opening up.

      And that hopefully there will be more research about bilingual,

      including ASL bailing call and how that affects deaf children

      that maybe helps what you're saying.

      Sometimes it depend on the child, that's what I think.

      That's just my nonprofessional opinion.

      >> AUDIENCE MEMBER:  Do you think that -- I mean, I feel in our

      area in particular, the shuns to learn ASL are not really there

      for the parents -- for hearing parents of deaf children.

      And for some people, they either make up their own little sign

      thing or they have no language.

      But I find that if you don't get them implanted, nobody learns

      anything.

      I think that's a sad thing that that option does not seem to be

      really available in a lot of places.

      >> CARIANNE MUSE:  We have that option here.

      We have to very good schools for the deaf here.

      So we really do have all the options available.

      >> AUDIENCE MEMBER:  In Atlanta.

      Yeah.

      It seems as you get a little more remote, that's just not an

      option.

      You don't have that option.

      There's no place for them to go to learn sign fluently.

      >> AUDIENCE MEMBER:  But if this is a passion of yours and it is

      a true goal that they would be bilingual, you would be

      self-motivated.

      You self-teach.

      That's what we're doing.

      It's according I think to what your goals are and to be honest,

      I think a lot of parents stall on teaching ASL, because it's a

      foreign language and it's hard to learn for you and then you

      also have to teach that to your child.

      And then I also think there's another practice moan none that

      it's fear based, that parents want to see their kids with

      cochlear implants succeed, so I think they sometimes use that as

      a scapegoat that we'll teach ASL later because I'm kind of

      worried.

      I want this to success the best.

      Like I want to focus all my energy on this.

      But I don't think it's an excuse.

      I think it's just part of who we are.

      It's a little fear based, but it's also overwhelming and

      daunting to learn and teach yourself a foreign language.

      >> CINDI WRIGHT:  It takes huge commitment.

      >> CARIANNE MUSE:  Right.

      I think for me, it was about trying to par lay my child into a

      can you chill that I wasn't familiar with.

      And that's really, really scary when I only had two years to

      make this cochlear implant choice.

      Some much it's about just going with what you choose.

      >> AUDIENCE MEMBER:   -- so they can see her?

      These of my three sons.

      Cakey was born deaf.

      He's 17.

      He wasn't diagnosed until he was four.

      I knew when he was about a year and a half, but they wontless to

      be me.

      I had to insist that he be diagnosed.

      His 18 and 15 year old brothers that are hearing.

      It's emotional, because it's been a long time for me.

      Y'all's children are small, and it's been a long time for me.

      He's 17.

      For me to remember testing and all of that is even hard.

      I don't know any of the words.

      These were different.

      Georgia pines, I never heard of that.

      Babies can't wait never came to my house.

      I've heard of that, but they never came to my house.

      I just went to Scottish Rite one day, I said find out what's

      wrong with my kid, I know he can't hear me.

      And I left if tears with them telling me, he would never be

      mainstreamed.

      Forgive me, they said, people will think he's retarded, peel'

      never be mainstreamed, he'll never be normal.

      Whatever that is.

      She gave me no options, no one mentioned a hearing aids.

      I never heard the word cochlear implant.

      We're on Medicaid.

      So there's not much bed occult help out there.

      I had to find doctors myself to see him.

      When they did, it took months for knew get an audiologist that

      said, let's try a hearing aid.

      I didn't know that was an option.

      I thought this is the way it is, what do I do now?

      I wanted think learn sign language from day one.

      I've loved it.

      I think it's beautiful.

      My mother-in-law signs.

      She sings in a Trio for 35 years, the lady that sings with her,

      her son is deaf, and he's totally sign.

      I've always thought it was beautiful.

      So I learned sign language myself.

      I don't have many resources, we're about 30 miles north of here,

      other than like a local church.

      Bus it was like the same class three times, beginning sign

      language.

      You can only do that so much.

      So I do it myself.

      I've got books all over the house, and I teach myself.

      And he didn't really want to learn.

      Of course, she was small.

      And so he has always spoken.

      He had a mild hearing loss that progressed to profound.

      He got a cochlear implant, one, four years ago, in 2006.

      And he wears a hearing aid out the other side.

      One day that one will be gone also.

      There was never an option.

      I wanted both.

      I wanted him to have all words open to him.

      The implant could go wrong, and who knows, with the health care

      system, could he get it reimplanted?

      I don't know what the future holds.

      So I wanted the best of all worlds for him.

      He has perfect speech.

      Went to speech class at four years old.

      Before he started kindergarten.

      Has always been mainstreamed.

      Never even had to be pulled out for a speech class because he

      could hear before it got worse.

      So he did learn to speak early on.

      And he played soccer.

      Baseball, he plays the piano.

      He runs the sound booth in children's church.

      He works in the media rooms, switching cameras in big church.

      He does everything that anybody else can do, and his future is

      whatever he wants it to be.

      He's starting college next year.

      And probably to be an engineer.

      He hasn't decided yet.

      And he want to invent a water proof cochlear implant.

      [applause] so to me, it's all good.

      It's all good, not one way or another.

      >> CARIANNE MUSE:  We're out of time.

      But I wanted to offer folks to come and talk to us afterwards.

      And I'd' love to continue these conversations throughout the

      next couple of days.

      I just -- we just want to say that I think all of us are in this

      journey and this path and we find information, we get

      information differently.

      And we make choices that are right for our families and I think

      everyone -- everyone's choice is valid.

      I just wanted to make sure that you understand that we

      understand that.

      [applause].

      [end of meeting.]


