



ROUGH EDITED COPY

EHDI-BREATHITT

KIDS ARE KIDS FIRST
MARCH 10, 2015
1:45 A.M. ET

CART PROVIDED BY:
ALTERNATIVE COMMUNICATION SERVICES, LLC
PO BOX 278
LOMBARD, IL 60148
800-335-0911
INFO@ACSCAPTIONS.COM

***
This is being provided in a rough-draft format.  Communication Access Realtime Translation (CART) is provided in order to facilitate communication accessibility and may not be a totally verbatim record of the proceedings.  
***
	>> Hello, good afternoon, welcome to this session, "Kids are Kids First".  And we don't want to waste a precious moment so I want to make sure you're in the right place and I'll turn this over to these three great presenters.  
	>> Can you hear me?  Oh, it did work.  Can you hear me now?  
	>> It's just low.  We just need more volume on it I guess.  
	>> I'll introduce myself can you hear me okay so my name is Christine Griffin and I am from Washington state across the country.  I have two children I was going to say they are both hard of hearing they were both hard of hearing but my daughter is progressive loss she I would say is Deaf and they are teenagers so my daughter is 15 and my son is 18.  And they were very late in being identified.  My son was five and my daughter was two.
	>> HELEN COTTON LEISER:  I'm Helen I reside in Portland, Oregon so we're neighbors I'm the Guide By Your Side coordinator there and I'm on the staff for headquarters for Hands & Voices and both of my girls are Deaf and they are about to be on the verge of being 7 and 11.  
	So today's -- this title and this conversation today came up, Christine and I do our trainings together for our Guide By Your Side teams which is really a lot of fun we get to do that together and last training last August we kept hearing several of our parent guides saying hey we have to remember kids are kids first we need to keep reminding our parents that.  And hence, here we are today.  
	So today's objectives are let me get the reading glasses out so we're going to be providing you with some self advocacy tools to help create that balance in your life as parents or parents' lives and our children's lives and we'll also explore some challenges that we face or families face when we're trying to play that catchup with hearing peers and trying not to go the route of therapizing or too much therapy for our child.
	>> So I sometimes like to start things off with like what's the definition of this word.  And so I took the noun definition of balance.  Which is an even distribution of weight enabling someone or something to remain upright and steady.  And I think we are always searching for balance in our lives whether it's nutritionally and sleep-wise, work-wise and everything else.  And so today, hopefully we can try to come up with some ideas on how we can strike a balance in our lives when it comes to our children so our children are a little bit more balanced and we as a family are also a little bit more balanced.  
(Chuckles).
	>> So I had deleted that slide I thought.  
	So this is a little excerpt from an article I was reading and I thought it just really stood out so I'm just going to read a portion of it but this mom says and her son has a hearing loss as well as some other medical issues she says you know we have spent most of his life trying to get him to do things to grow to hear to speak to write.  We live in a culture that values constant self improvement.  There's always something to be worked on.  
	I think that value seeps into the world of children's rehab and makes it hard for parents to feel blessed with who their children are just as they are.  
	We're so busy working on things with our kids.  Trying to turn every interaction into a therapeutic one.  That we can lose sight of their inherent wholeness there's a push and a pull especially early on.  
	So does that ring . . . it did for me, that's for sure.  
	So those early years, you know we have just had this brand-new baby maybe it's the first maybe it's the fifth but I think regardless of what number child we're on, there's the same thing.  There's sleeping and feeding and maybe we might even be able to get a shower in a day or two.  
	And it's interesting.  Recently I've been reading some articles and they were talking about Newborn Hearing Screening and obviously we all know the benefits and the importance of Newborn Hearing Screening.  But there's a flip side of it of you know our children are maybe just hours old and suddenly there's this new idea that as a parent we have never thought about hearing loss during pregnancy.  I certainly never did.  All I know is I wanted a healthy baby and I got that and I also got a Deaf baby and I wasn't prepared for that so in these early days now on top of the feeding, sleeping, diaper changing and hopefully getting a shower ourselves or maybe having a meal for our own selves we also now have the added addition of the unknown and not the unknown about the future but what is hearing loss, what is Deafness and what are you people talking about and who is an audiologist or an ENT and how does this work with insurance?  So now we have all of these new appointments and all these new things we have to deal with while still just trying to be a parent, a new parent at that.
	>> So one of the things that we were talking about when we were designing this presentation that came up is that social desirability.  And that is a research term that really means that the respondent or in this case the parent is responding to an early interventionist or some professional that's in our home perhaps and we are giving some affirmative, yes, that's what we do 24/7  Or whatever.  
	We want to appease that person.  We know what the answer is supposed to be.  But life gets in the way.  And so we might forego sharing some of our story and say yes, you know, we've got those aids on the kids or we have been signing this book and that book or whatever the case may be.  
	>> So again in researching this topic, in one of my jobs, I work for Parent to Parent and this came across my desktop I guess from another professional and I looked at it and I thought oh my gosh that's what we're doing, we're talking about.  So this is called care mapping.  
	Has anybody heard of this term before?  Okay.  Good.  Some of you.  And I don't know if you can see in the slide but there's the red section and the blue section.  And the red section is labeled school.  And the blue section is labeled medical.  So everything to the left of that screen or that family in the center is either education or medical.  
	And then if you look down at the bottom, there's a lower green section, and that's support.  Where we got you know parent support and all of that.  That's lovely.  And then there's this little -- yeah.  Thank you.  
	And that is recreational and community.  So when we're talking about balance, that's -- this is what we're talking about.  This is the family's life.  And this is that family's life.  And every family looks different.  And every year it might look different from the year before.  It's constantly changing.  
	I just think that's such a great visual.  So we know that for the most part our kids are in need of some type of therapy, whether it's work with a teacher of the Deaf, speech therapy, obviously early intervention in those early days are very important some of our kids need OT and other things, as well but there are some risks that come with that.  And one of those risks that I was also just kind of reading about recently was that our family might see themselves as being different and I could see that especially in school when they are kind of being pulled out and I'm working with a family right now and I was looking at his schedule and they are really working hard to create balance and he's with his general education class.  But he's got a lot of pullouts.  He's a fifth grader.  
	And thankfully he understands what it's all for.  But sometimes our kids can see things as well do I need to be fixed?  Am I so different from my classmates that I can't just be in the classroom with them all day long?  
	I think another risk is that maybe we don't always listen to our child.  I know someone who her two-year-old was letting her know over and over again that she didn't want to wear her cochlear implants and one day she just flushed them down the toilet so she's like I heard her finally.  She just -- we were already you know using ASL and that's just what we use now.  
	And so there are different ways in which they tell us sometimes it's behavioral.  Sometimes it's spoken.  Sometimes it's through ASL or different ways of communicating with us.  And we need to be in tune with that.  And really be open to listening and watching for what our children are telling us.
	>> So one example of that is as I shared earlier, my son was five when he was identified.  And really early on I got connected to a Parent to Parent support program.  And I would listen to the parents.  And they had you know kids with various disabilities and diagnoses and I'm like, oh, neuropsych and oh, sensory processing and so I mentally made a list of all of the things that I wanted to check for my child -- my child for.  
	And I went down that list and about fifth grade my son started having some behaviors and those people that we would go see they would ask me, is everything okay in your home, I'm like yeah, everything is fine.  You know, because he was having some unusual behavior towards the therapist.  And what we realized was that he wasn't fulfilled.  He was trying to be fixed.  
	And I was hurrying to try to catch him up to those -- his peers.  
	And so what we did, we had to be a little more stealth because he also has a learning disability we didn't just want to stop right there.  I mean how can we do that?  And you know just be a conscious parent.  
	And so we talked to him.  And you know he wanted to be with his friends.  He wanted to play soccer or whatever.  
	So we got him involved.  And then his self-esteem grew not from another professional but from a group of teens or you know peers playing soccer.  Losing, winning, whatever, it was part of a typical lifestyle.  
	>> So finding balance.  You know, where does it start.  I was flipping through a really old Whole Living magazine, which is no longer in print.  And for -- I don't know.  For some reason I was flipping through it but I came across this little bit that said in order for us to find balance, we first need to feel the full range of emotions.  And I thought, wow, that's a really powerful statement.  
	And I translated that into us because when I think about what do I tell my parents when I'm speaking with them I tell them, however you're feeling, it's okay.  But we can't -- or we don't always give ourselves permission I think to feel however we're feeling.  I don't think we give ourselves permission to feel stressed or overwhelmed or happy or sad or frustrated or just blah like we're just going through the motions today.  And I think when we can give ourselves that permission to just feel however we're feeling and know that it's okay, then we can progress and move forward with that.  And that's kind of where it starts.  And it starts with knowing, too, when we need to say no.  Today I'm just going to sit down and read a book.  Because it starts with us.  As Mom, as Dad.  
	And so we also need to take care of ourselves.  So that might mean that the house doesn't get cleaned.  It might mean that dinner might be from the burrito stand, thank goodness for the burrito stand down the street.  
	But I also think that we have this special opportunity with our children if we take it to just connect with them.  And what I love about the story about Christine and her son is they listened to him and then they started talking to him about what he was interested in.  And I was telling her I was just sitting there thinking wow he must have felt trusted by his parents and really loved by his parents because his parents were listening to him and they were expressing an interest in what he wanted in his life.  And his friends.  And so they created language around that so he didn't fall behind or you know -- but he -- they lived life and he got to live his life while still learning the language that he needed to learn and the social skills and all of that good stuff.  
	>> So when we're also talking about balance and I see a lot of parents out in the audience and that's great.  And I started going to workshops really early on.  Many, many years ago.  And I would be flooded with information.  And I would race home.  And I would try to be the transmitter to my husband like, oh, my gosh, I just learned this, this, this, this and this.  And I would just dump on him.  
	So when we're on our plane rides home, maybe just not down some ideas  And give yourself a break.  
	Because if you are like me, it's a lot of information.  And it's not only mind -- taxing our mind but it's also affecting us here and here.  It's all connected.  
	>> Okay.  So attitudes towards learning  
	So understanding who our children are.  You know the direction that we want to go in.  Understanding who you know what -- sorry; I just went on vacation, can you tell?  
	So who are our children?  How are they going to learn best?  So you know, really pay attention to the cues that they are sharing.  
	Trying to put a round peg in a square hole or a square peg into a round hole, there's something called Universal Design for Learning.  And that really is talking about like earlier the plenary talk was about there's no normal curve anymore.  We're all outliers.  So when we talk about Universal Design for Learning, that's what we're talking about, we're talking about identifying a learning strategy that's going to work for that child.  
	And in any setting  
	And so it's looking at not that the child is broken.  But that the education for that child may not be working.  And we need to move around that.  
	And then, again, learning how to listen.  And earlier in one of the sessions, the precessions, talked about communication.  And Seven Habits of Effective Successful People by Stephen Covey  I totally obliterated that title sorry but he talked about an emotional bank account and I wanted to bring that up today because it was really defining a relationship where we're giving more trust and more praise to an individual than we are taking.  You know that's threatening that relationship.  
	So if you think about you know what do they say?  Say three nice things and one not so nice.  
	It's kind of like that.  You know, you want to be mindful of what you're putting out there for your children, for yourself, and other professionals you're working with.  
	And that takes listening  
	>> So what can we do?  You know in the early years I remember being told you have to read ten books a day, Helen read ten books a day and thankfully my girls love books which is a big sigh of relief because I don't know how they would have fit into our house otherwise.  But you know, so that doesn't always work and it sure as heck didn't work out once where we actually read ten books a day we sang nursery rhymes together I made up songs going up the stairs going down the stairs going out to the car and just really making it fun so it's part of their everyday opportunity I told -- I would hold Ashlyn or later McKayla on my hip and talk through the motions of cooking dinner together.  And now they are in the kitchen with me most of the time and helping out and doing that.  
	And we still are creating that language around it.  But now it's at an elevated level because they are older now I think too it's also really important at a certain age with Ashlyn I think she was -- I think it was about when she was in third grade where I invited her to her IEP meeting.  And her team was a little aghast at that.  But I said, you know, this is her.  This is all about her.  And I feel really strongly and she didn't stay very long.  But now she stays a little bit longer every time and I ask her ahead of time, I talk her through her IEP and I ask her for her input on it before we enter the meeting.  
	And I think as our children get older and older and older that it's important to keep inviting them into that process.  Because it is about them.  And they should have a say in how their school day, what it looks like, and what's going to happen in that timeframe.  
	>> So the other day I was talking with one of our parent guides.  And she told me the story about her kiddos.  She's got four kids.  So I'm just going to read this quote real quick  I have four kids ranging in ages from 10 to 5 and so our mornings have a variety of emotions running rampant yesterday everyone was quietly reading before it was time to leave for school.  Can you imagine?  Anyway.  
	Then all of a sudden I hear opening beats of the Beastie Boys song from an Intergalactic album it was Kai my eight year old hard-of-hearing son he loves the Beastie Boys and I love at 8:15 in the morning that this is what he's needing to hear of all of my kids he has the most rhythmic dance moves, that boy can tear it up I smiled as I came down the stairs to see him and his little brother dancing.  I need moments like this to remember.  Nothing other than he is typical happy dancing with his siblings to something he loves because he is his own person.  
	Yeah, okay.  So if this works, so I put together this video.  Some of you may have seen it in September  I showed it to some of our Guide By Your Side folks.  
	I want to say that the music I was given the license to use.  However I haven't gone through the formal process so the artists have agreed.  And they are more than happy and excited that we are sharing their song  But so a little ad is going to pop up and I'll try to get it off.  
	>> Then if there's questions we can do that afterwards.
	>> Okay  Let me just set it up.  Where did it go?  
	(Background music) 
	>> So I think our message really is, you know, while we have early intervention and we know how important that is, we have all of these other things and we have the calls to the insurance company, the doctor and yada yada yada, at the end of the day and at the beginning of the day our kids are kids first.  And we are an individual first.  And so let's give ourselves and our family permission to just play and be who we essentially are.  
	>> Yes, thank you  I'm a little teary eyed.  My kids were in that video.  
	Are there any questions?  All right.  
	>> Has anyone found that magic place in their lives where they have created that balance.
	>> I have three kiddos that are Deaf and hard of hearing and it was difficult when you had four days a week plus speech therapy and specialists I have a few Deaf plus so there were even more specialists and even more therapists but it comes to a point where you have to say all right we will have one day of specialists so let's just make it that one crazy day and we will have our therapy when we need to have our therapy but we are going to make the most of the time that we have at home so we go out we hike a lot as a family we do those kinds of things and we really just live in the moment with that and it makes it a lot easier and it makes you feel better as a family because your kids still need all of those things you still have to do all of those things but it makes it easier.  
	>> Anybody else?  
	>> Okay, well thank you so much.  And like I said in the previous presentation, safe travels home.  We really appreciated the opportunity to share this information with you.  
	Sorry about that last slide, it's kind of weird.  
	>> Thank you so much.  
	(Applause).
	>> And our next session is going to be "I Am Me:  Identity Considerations for Families with D/HH Children".  If you are leaving, please leave your evaluation.  If you would take just a minute to fill out your evaluations, it really helps us so we really appreciate that.  But that's your next session, thank you, guys, that was great.  I appreciate it.  
	So we'll be getting started here in about one minute. 
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