          >> LISA KOVACS:  All right.  I think we'll go ahead and get

          started.  If I could buy two more minutes of time to talk, I

          love to do that.

          I'm Lisa Kovacs.

          I'm the Guide by your Side coordinator program in national and

          at the national level and, most importantly, I'm a parent.

          I have four children, a 15-year-old daughter, 13-year-old

          daughter and 10.5-year-old twins.

          One of my twins, my son, girl/boy twins, thank goodness, I had a

          son.

          Three daughters that are all almost teenagers.

          Two are and one is approaching.

          So thank goodness for my son.

          He is our child that has hearing loss.

          He has a severe hearing loss that was detected through newborn

          hearing screening and he was diagnosed a little bit late, about

          11 months of age because he had been sick and they couldn't do

          the diagnostic testing and he is now, like I said, 10.5 and in

          fourth grade and just doing super.

          He has auditory neuropathy on top of his severe hearing loss, so

          it's been quite a learning experience for myself and my husband.

          So welcome today.

          This topic we're going to talk about is something that I have a

          ton of passion about.

          Like I said, I'm the Indiana Hands and Voices Guide by Your Side

          coordinator, so we have just finished our year of Guide by Your

          Side, our first year of Guide by Your Side in the state of

          Indiana and to date I've talked to 115 diagnosed families in

          just a little over a year's span of time.

          And, boy, has that been a learning experience for me.

          Because each one of those families I can honestly tell you has

          been completely unique and different.

          And so I keep learning from each family that I work with.

          How many of you are familiar with Hands and Voices?

          Super.

          That's super.

          So for those in the room who are not familiar with Hands and

          Voices, I want to give you a little bit of background of who we

          are.

          We are a parent-driven organization, working with lots of other

          organizations, but the part that makes us the most unique is

          that we believe in whatever works for the child is what makes

          the choice right.

          So we are really driven by parent choice and by parent

          empowerment and we get involved at all different levels.

          We have many of our state's programs involved at the state

          levels, with special Ed departments and early hearing

          intervention detection programs and we're on many, many,

          national boards as well.

          Our goal is obviously because all of us as state program leaders

          are parents, our goal is that we want to see all of our kids

          just like all of you in the room, whether you're a parent or

          professional, you want to see all of our kids reach their

          fullest potential.

          We do not believe there's one communication choice that's right

          for all kids, just like I mentioned.

          The families that we work with are so unique, we just want to

          support the families and get them the best resources for them to

          make for their kiddos.

          We have a wide diversity of the families that we work with as

          well as many of you that are in the room and as you see from the

          list up here, we in our Indiana hands and voices program, Guide

          by Your Side, we have a Spanish-speaking parent guide that works

          with the Spanish population, a unilateral parent guide.

          It's amazing the amount of support that we have found that our

          unilateral families need because it's not out there for them.

          She's probably one of my busiest parent guides.

          Guide by Your Side, how many of you are familiar with Guide by

          Your Side?

          Good, good.

          It's really just -- what Guide by Your Side is is Hands and

          Voices on the national levels formalized parent to parent

          support program.

          Okay?

          So really, it was what hands and voices was doing for many

          years, but we decided to formalize it, create some operations

          around what does parent to parent support actually look like nor

          our organization and develop some, like I said, operations

          around that.

          What have we seen in Indiana as the benefits of doing formalized

          things?

          We had our chapter for seven years, but what did bringing Guide

          by Your Side to Indiana do?

          It really, for families, the benefits were we got local family

          support really early.

          There's many times I'm talking to moms because an audioologist

          called me and said a family just left my office and could really

          use a phone call from you.

          Mom gave me her number and please have you give her a call.

          I can talk to families sometime the same afternoon if they had

          the appointment that morning.

          So we're really reaching families much earlier than we had been

          doing in the past.

          We all know there's lots of research out there that shows

          positive child outcomes when there's an increase in overall

          parent involvement.

          Being a parent I know we could not have done with the job with

          my son without the professionals in my life but it's not

          necessarily what they did for my son but what they did for

          myself and my husband and the rest of our immediate family to

          support our son.

          That's why he is where he is today.

          We make sure that families get information in a timely manner.

          I definitely, with my son being 10.5, there were times I was

          like, boy, I wish I would have had that information three years

          ago.

          Anybody else in this room feel that way, that the information

          just came too late?

          So that's something that Guide by Your Side has been able to do

          is make sure we get comprehensive information to the families

          early and it's obviously contact with another parent.

          When I make my initial call I am housed in our Department of

          Health so the caller I.D. says state Department of Health.

          When I quickly say I'm a parent, you can almost hear a sigh on

          the phone.

          Now they're a little bit more relaxed to talk with another

          parent.

          What the benefits to our state have been is we now have a pool

          of trained parent leaders through Guide by Your Side.

          I have 10 parents that work across the state of Indiana as well

          as hiring an executive director.

          Just a short time ago, because we were a completely volunteer

          non-profit organization, it was pretty much myself doing most of

          the work with, you know, just a few other volunteers because as

          you know, with volunteers, it's really difficult because they

          have very busy lives and now that we've been able to formalize a

          program, we have an executive director that's paid staff as well

          10 parent guides and myself as the program coordinator.

          So we have lots of parent leaders across the state now.

          We are embeding parent professional organization throughout the

          organization.

          Once again, we're getting the unbiased support to families

          across the state.

          So you're here today to just kind of -- I'd like everybody to

          kind of think about what is that impact on hearing loss on the

          family.

          Like I said, it wasn't until I actually in a year talked to 110

          families that I could start to even grasp what it was like.

          Before I started working with the other families, the only

          experience I had was my own personal experience and it's been

          just eye-opening to be able to listen and hear from other

          families what their experiences have been like.

          Out of the 110 that have enrolled in Guide by Your Side, there's

          been 140 individual contacts that I made in the first year.

          The majority of those families have been hearing families and I

          just highlight that just because I respect the fact, through

          Guide by Your Side, that there have been deaf families where the

          parents are deaf that I've spoken to that, you know, we can

          learn from because they have the personal experience.

          However, they haven't necessarily needed a parent guide in their

          home to lead them down a journey they knew very well.

          So I will say that that ends up leading itself to being that the

          majority of our families are actually hearing families.

          So when I talk about the experience of these families, the

          majority of these families are hearing and so they have the --

          they kind of go through this period of grief and I sat in on a

          really good session this morning about the grief cycle and I'm

          just a parent, not a psychologist, so by no means am I going to

          act like I understand the grief cycle, but what I do see is out

          of the 140 families that I talk to, they're in various stages

          when I talk to them.

          Some of them are right in the beginning stages of just feeling

          like they're in shock.

          And they may remain in that for two to three, four weeks, a

          couple months.

          Other families, they might be in shock and then the next day I

          give them a little something to do like, well, let's get you

          enrolled in early intervention and I'm going to check back on

          you tomorrow and by the next day, they sound like a new person.

          So that mom's journey is a little bit different.

          Another mom, I may need to like do a three-way call with her.

          The next day I call and she hasn't made the phone call and needs

          support because she can barely pull herself out of bed because

          she's so upset.

          So once again, it's just so different for every family.

          And a lot of times I know personally and we have lots of parents

          in the room and I think you can say this, we pop in and out of

          these sometimes.

          You think everything is going great and what a parent will

          report to us is, you know, they were doing just super and then

          all of a sudden something happened.

          Their kid got made fun of on the playground or whatever else,

          and then, boom, they get back down into a peace that they really

          thought they had journeyed through.

          So that's the one thing also to recognize is that families pop

          in and out of these emotions and it's not that they go away.

          I've talked to parents -- I told you my son is 10.5, but I've

          talked to parents of 30-year-olds who still sometimes has

          something that flares back up in them and pours back out.

          We just need to recognize the emotions that they have, recognize

          that, you know, whether you personally are a parent, please know

          that not every situation -- every situation is so unique.

          They're not going to have the same response that you have.

          Or if you're a professional and you think how would this affect

          me if it happened to me, everyone is going to be very, very

          different.

          Just to give you an example, these are just in one day, some

          families that I talk to and realized, you know, how my job is

          just so I've kind of got to be Johnny on the spot with these

          families because I can hang up with one family who, you know,

          was just absolutely devastated, mom kept apologizing because she

          was crying on the phone, and she was there for a good month

          period of time, to another family that I talk to and, you know,

          she was really upset that first phone call, but like I said, got

          her connected to early intervention and she was up and running

          and was really doing great a couple days later.

          Then I had a deaf family that I was in contact with and I had

          been in contact with her in a role that I was in earlier a

          couple of years ago, and she was almost insulted that I was

          calling to see if she needed any help.

          And then she called me a couple years later after she had given

          birth to a hearing child and said, "now I understand why you had

          called."

          And so that was a unique experience that I had never dealt with

          before.

          So it's just -- I just can't tell you how interesting it is to

          see that each and every phone call is different and unique.

          So this is a lot of -- I'm sure most of you in this room know

          why are families in need of support?

          Why do they need parent to parent support?

          But I firmly believe, you know, I get so frustrated by the

          methodology wars that are out there and because of my experience

          with hands and voices and the amount of dear, dear friends that

          I have across the United States that have made decisions that

          are different than the decision I made as a parent, but we have

          one thing in common and what we have in common is that we have

          kids who are reaching their full potential and it has nothing to

          do with the methodology that they've chosen.

          What it has to do with is we've been able to find what we need

          to support us in order to support our kiddos.

          So the No. 1 key to the success of these kids is that the

          families were able to get the support that they needed.

          The support needs to be unconditional.

          It needs to be that we listen to the families first, really

          listen to them.

          I always laugh when I use my kids as a story of if you really

          need to practice listening, use your kids for that because I'm

          notorious for flying in the door about the same time from work

          that my kids are getting home from school.

          And the first question I have is what homework do you have and

          I'm unpacking my bag and trying to figure out what to put on the

          stove for dinner or the microwave.

          A few minutes later I'll ask what home work they have, so I'm

          not listening and I'm just asking questions.

          In order to sharpen my listening skills, I'm going to practice

          on my teenagers because I know I'm not listening to them when

          they come in the door.

          Try that yourself if you're really wanting to practice the

          listening.

          We've got to listen to the families and ask lots of questions.

          We need to offer support, but not advice.

          You know, sometimes parents get frustrated because they'll say

          to me, "well, just tell me what you did to your kid," because

          they think I've got it all figured out and I'm always turning

          the question back around, asking them something else about them

          and their family and their family dynamics because I believe

          that's what's important.

          It's not that I don't want to answer their question but I don't

          ever want the responsibility that a family chose to do something

          for their child because I did it and they thought it was going

          to work because that kid and that family is way different than

          probably my family and my child.

          Parent support, we help families look and identify their

          options, not tell them what options to choose but thoroughly

          tell them about all their options.

          And, you know, just, please, have faith in families, that they

          can do this, they can make good choices for their kids.

          Discuss the steps that they need to take but don't take the

          steps for them.

          It would be so easy for me, when I'm working with families, to

          say to them, you know, oh, so you're not enrolled in early

          intervention.

          Let me make that phone call and make that referral.

          Instead, I'll say to them, I would like -- I'll give you the

          phone number.

          I would like for you to call.

          How do you feel about that?

          If they feel uncomfortable, I ask if they would like a three-way

          call and I support you to do that.

          The sooner we very early on can get them to do things for

          themselves, the more empowered they're going to be later and

          they're going to be up here just like me speaking in front of a

          group of people, talking about how to support families because

          we've empowered them early.

          Somebody did this.

          I didn't, you know, step out of the house one day and say, you

          know, I got this all figured out.

          There was professionals underneath me that supported me and

          taught me how to be empowered as a parent.

          We need to help families discover their strengths and really

          rest -- not rescue them and leave them vulnerable but to really

          pull within their strengths of what they do know.

          Compliment them on that.

          There's so many times I'll hang up the phone and say, great job,

          you're doing a super job, mom, and I can almost feel their smile

          over the phone because they feel like they're really actually

          doing something to help their kiddo and we need to, like I said,

          not take the responsibility away from them.

          The other thing is we have to remember this is the family's

          journey.

          It is not our journey.

          So when I say "ours," I'm in a parent professional role where

          I'm supporting families, but I totally believe this is their

          journey and their journey alone and I'm here to support them in

          whatever they decide to do.

          You know, we're all human.

          There may be times where something kind of, as you're working

          with a family, and you go, oh, gosh, I don't know if that's a

          good decision for this family, but sometimes families have to

          make bad decisions in order to get to the right decision.

          So and not necessarily a bad decision but maybe not a good fit

          of a decision.

          So we need to allow them to have that process.

          >> When we talk about family support, there are so many

          different ways that families get support and so we just happen

          to be this parent to parent piece that I'm talking to you about.

          But the things I'm talking to you about today can be part of the

          existing community and it's really good when we're first

          introducing ourselves to a family, whether you're a professional

          or providing parent to parent support, is find out where they're

          at on this.

          What do they have as far as information?

          What do they have as far as their existing community?

          Do they feel supported within their existing community?

          How about the professionals they're working with, are they

          feeling supported within their professionals and their exposure

          to adults who are deaf or hard of hearing as mentors or role

          models?

          Think about this.

          I think a lot of times we're here.

          It's really common for us to say, okay, you know, have you seen

          this website, what brochures do you have or do you have a

          resource guide or whatever.

          We forget to ask them about other opportunities for family

          support.

          We want to -- I think that we can impact the impact this has on

          the families.

          So how can we all work together, everybody that was in that

          family support model, to do our part?

          I'm just that little green corner, but what can all of us do to

          work together to better support the families?

          We can respect the uniqueness of every family, not judge the

          families.

          I had an experience I always like -- you may walk away and go,

          boy, she told on herself a lot -- but I'd like people to learn

          from my mistakes.

          I thought I had this down.

          I made a phone call several months ago to a family, like I

          always do, and, you know, hi, this is Lisa, calling from the

          early hearing program and the Guide by Your Side program, I'm a

          parent myself, just calling to check in.

          Yeah?

          >> Is this a bad time?

          No.

          Okay.

          So my mind is like, oh, man, this is going to be a bad call.

          So for 10 minutes I'm on the phone with this mom that I can get

          nothing out of but just really short answers and I'm thinking

          she does not want to be bothered with me.

          She's telling me about I knew she had a son that had just been

          diagnosed with a severe hearing loss.

          I'm thinking this poor little boy and I have a son myself, so,

          of course, I'm thinking he's not going to have the opportunitys

          that my son had had.

          My mind went there.

          Okay?

          I totally judged this mom.

          By the end of the call, I got her to agree to having a visit

          with one of our parent guides.

          It was kind of like, well, yeah, I guess.

          So I called my parent guide and said here's her phone number.

          I'm not even sure she's going to take your call.

          And if she does take your call, don't be offended if she doesn't

          really want the help.

          So my parent guide called her, got her to agree to a visit.

          The parent guide went out to the home for a first visit, a young

          16-year-old mom and her mother, who provides a lot of support to

          her, was not there but her boyfriend was there and the baby.

          So my parent guide, we have what's called a guided family

          notebook that we cover with families and the parent guide went

          through some of the information in it, talked to the mom and the

          mom and boyfriend were talking back and forth and the parent

          guide said is there any way we could set up a time I could come

          back and see you again in a week?

          The mom said, well, yeah, I guess.

          I'm awfully busy, but, yeah, yeah, that would be okay.

          So the parent guide leaves, calls me and said, well, she seemed

          a little bit interested in the notebook.

          She wasn't jumping for joy to me again so she did agree to

          another time so I'm going back next week.

          I said, great.

          That's super.

          She goes back the next week and calls me.

          My parent guide is in tears.

          When she arrived, mom had a list of 15 questions.

          She highlighted stuff in the notebook, tabbed her pages like it

          was a high school course that she wanted more information on and

          she was well on her way.

          Today, this young mom is now mentoring other teenage moms in our

          program.

          It's amazing and I judged her.

          I judged this mom and I will never do that again.

          I will not go there because that same mom that I almost gave up

          on is now mentoring other families for us.

          So that is just a huge learning lesson for me and I love to be

          able to share that story with other people.

          You've got to really get to know the family.

          I give you this example because I remember when my son, my

          fearless leader is walking in the door, I don't really know what

          she wants to hear, but anyway, about getting to know the family,

          when my son was maybe 2.5 years of age, we had a speech language

          pathologist we were working with that was really awesome.

          However, she was sending activities home for us to do and I at

          that time, I told you about my kiddos, but at that time, let's

          see, I had a five-year-old -- no, I would have had a

          seven-year-old, five-year-old and the twins were 2.5.

          Okay?

          So she was sending home these activities and they were like, you

          know, sit down and play these board games for an hour.

          It was fantastic opportunities.

          But to fit them into our busy schedule, half the time we were

          jumping in the car or going to dance class because I'm one of

          those moms that has my kids signed up for everything under the

          sun and I was going to bed every night crying because I was

          failing him and I could not get these activities done.

          Well, there was two problems in this situation.

          Many of you professionals in the room probably already

          identified this.

          The one problem is, I hadn't, as a parent, taken the

          responsibility to really let the professional I was working with

          know about the dynamics of our family, and probably the little

          bit of a mistake that she had made was she never really asked

          what the dynamics of our family were.

          She was young, she wasn't even married yet.

          She probably had no idea what it was like to have a 7 and

          five-year-old and 2 two and a half-year-olds and sending home an

          activity to play for an hour and a half.

          It was a nightmare.

          Once we finally got to have the conversation about, okay, what's

          the ultimate goal of the activities you're sending home and this

          is what our lifestyle is like, she was sending me things that I

          could do driving in the car on the way, if it was, you know,

          some type of trying to auditorly listen or to sit at dance class

          in the stroller that two 2.5-year-olds that we could do sitting

          in the stroller.

          I cried for probably two months, feeling like I was failing my

          kiddo and it was just a matter of we hadn't taken the time to

          really get to know how our family operated.

          We're going to talk a little bit -- we've got a fun little

          example that I have learned from Theresa about how we need to

          deliver the information in a way that the families learn best

          because we typically deliver information to other people in the

          way that we learn, not how other families learn.

          We need to empower parents that they can do this.

          You know, there's no better story than my story of the

          16-year-old that we know parents can do this.

          We need to be good coaches for families.

          But not do it for them.

          We have a tendency to really care about people and want to make

          life better for them but the way we do that is we coach them so

          they can independently do it themselves.

          And we need to allow them to make decisions that feel right for

          their family and support them in the decisions that they make.

          So once again, we've already talked about how families look

          different, they're very, very unique.

          We've got to listen to the family.

          We've got to start with a clean slate, so you just left, if

          you're an early interventionist and you've been in one home and

          you've worked with one family, you have really got to get in

          your car, clean your mind of what went on in that visit and walk

          into the next visit with a clean slate.

          I have to do that.

          When I hang up the phone with one family, I have to get a drink

          of my Diet Coke, sometimes it's a Red Bull, but my Diet Coke and

          we're done with that one and now we've got to start over.

          Let's start with the next family and with the clean slate, the

          clean mind, so that I don't judge them to the past family

          experience that I just had.

          So getting to know the families, how are we going to get to know

          them better?

          Let's talk about how all the different learning styles.

          So I want all you guys in the room to imagine you just got a new

          cell phone.

          And this comes from Theresa caraway.

          I told her when I grow up, I want to be you.

          I've been using some of your material.

          And she said she's so glad to hear that.

          She uses an oven, so I couldn't use the oven example because I

          cook with the microwave, so I couldn't relate.

          So I changed it to a cell phone because I love my cell phone.

          So imagine you just got a brand-new cell phone.

          How would you decide to use the cell phone?

          How many of you would open the box and just start pushing the

          buttons?

          Lots of you in the room.

          Read the manual cover to cover?

          You are a sole survivor.

          But that's okay.

          Remember how unique we all are?

          I'm very unique.

          You should be proud you're the one sole survivor in the room.

          You scan the manuals and then you start pushing the buttons?

          Okay.

          You ask a lot of questions to the salesperson and talk to a lot

          of people like your friends who maybe have that phone?

          Okay.

          A couple.

          All right.

          So when we think about that, what kind of learner, if you were

          the one that -- look these over for a minute -- if you were the

          one that just opened the box and started pushing buttons, who

          are you?

          Yes, dynamic.

          You're a very dynamic learner.

          All right.

          So if you were the person that wanted to skim the pages, but

          then start pushing buttons, which one are you?

          Common sense.

          Absolutely.

          And then you wanted to talk to the salesperson and then some of

          your friends?

          Imaginative.

          And then read the cover, the book cover to cover?

          Analytical.

          Okay.

          So if you go to work with a family, and you happen to be the

          person who were the people that just opens up the box and starts

          pushing the buttons and what if you walked in the door and you

          hadn't really gotten to know mom very well, and mom is -- what's

          your name?

          Tammy.

          And Tammy really likes to read the book cover to cover.

          What do you think is going to happen?

          Yeah, it's going to be difficult for Tammy, right?

          Do you think Tammy would want that person to come back into her

          home the next time?

          It might kind of overwhelm her.

          Her head might feel like she's spinning.

          That's why I mean we really need to ask some of those questions

          before we dive in and start working with the families.

          We've really got to get to know them.

          This is one of our favorite pictures in hands and voices.

          You know, I know.

          I know it's easy for me to say this because I am a parent, but I

          really, really believe it.

          We are the principle stake holders.

          No one knows our kids better than we do.

          And so the best thing that you, doing parent to parent support,

          or a professional can do for another parent is to empower them.

          If they're feeling unsure about this, I did not recognize this.

          I told you my son's one of my youngest.

          I didn't really realize that even with my hearing kids, as they

          were babies, I didn't really understand my role.

          I mean, I knew I loved him probably more than anybody on this

          universe, but I didn't really understand what my role was with

          my kids until I had my son, and things didn't go real well our

          first few years.

          He was not doing very well at age three and it wasn't until

          people started working with me and empowering me and teaching me

          how to work with him, those professionals in our lives at that

          point, that I realized who I was and what role I had.

          And so anything that we can do, just think what his outcome

          might have been like back then if someone would have taught me

          that earlier on in our journey.

          So traditionally, the therapy model used to be very

          child-centered.

          It focused on the child's skills.

          The parent is given instruction.

          The professional is the key to the implementation and the parent

          is kind of in the wings.

          The best story I have about this traditional therapy idea is

          that probably when my son was somewhere between two and three, I

          had heard about, you know, those slacker parents that the early

          interventionists would come in the home and they thought that

          was maybe their time to, you know, go change their clothes or

          even ask if they could run to the grocery store really quickly

          or whatever because they didn't see their role and they thought

          the interventionists was there to work with their child.

          I thought, thank goodness I know better than that.

          My husband, wonderful man, we've been married almost 20 years,

          he -- one day I had to miss therapy.

          He had never participated in therapy before.

          But one of my older kids was in a program and I just was really

          torn and, you know, the reason he had never participated in

          therapy was because I didn't really let him.

          I wanted it to be my job.

          So I finally let go and let him be there for one therapy

          session.

          But I kind of forgot to tell him about this piece.

          So I came back home, how did it go?

          Oh, it went great.

          Good, good, good.

          Next week the speech therapist comes back and I said, "how did

          it go with Brian?"

          She said, he sat in the living room with his laptop the whole

          time.

          I thought, oh, no.

          Once again, bright man, has it all going for him, but he didn't

          know what his role was in the process.

          You know, I didn't tell him and the therapist didn't think to

          say, hey, come here, I want to show you a couple of things.

          He just didn't -- he was on his laptop all day.

          So we want to really move to this coaching model.

          It's family-centered.

          We're working with the families on how to embed these activities

          into their daily lives.

          That's what finally clicked for me is when somebody said this is

          how you can do it and you can do it this way into your daily

          lives with your other kids.

          I overhear in traditional therapy had a therapist had me put my

          other three kids -- so if Anthony was 1.5 or 1, let's say, I had

          a three and five years old and she was in the basement, not in a

          cage or anything, but in the basement and telling the kids they

          could have a piece of candy at the end of the hour and not

          including them in the therapy sessions.

          I didn't know that was wrong.

          I just thought that's how it was.

          I thought that's what we were supposed to do.

          I remember my Elayney, Anthony's twin sister, sitting at the

          base of the stairs weeping and crying.

          I couldn't see her.

          She was at the base of the door.

          I let that happen because the therapist that was coming in, he

          was supposed to be helping me, I didn't know any better and I

          did what she asked me to do.

          Now I know it's crazy.

          Now we want to coach families.

          We want to be family-centered and engage all the family in the

          activities.

          That's what someone finally taught us how to do.

          We want to focus on the parent skills.

          I went from my husband sitting in the living room to a program

          where they actually had us come in once a month, bring one of

          our favorite activities that we do with our kids from home, and

          they would put us in a room and videotape us working with our

          kids.

          And then afterwards, show the videotape and tell us what we can

          improve on.

          So I went from a traditional therapy to over here to a coaching

          model that kind of put me on the spot.

          The videotape made me nervous for a while and, of course, that's

          when my son would decide to, you know, I'd line up, okay, here's

          the cow.

          Off the table.

          I'm looking at the video camera going, okay, that didn't work.

          It got better.

          It got a lot better.

          And to the point that, you know, I saw my older kids playing

          board games with my younger kids and they were embedding

          language learning into it so we really want this to focus on the

          parent skills.

          Parents need hands on practice.

          We're not born to know how to do this.

          Parents are the key to the implementation and the professionals

          are in the wing in this model.

          I now say with families when I call and check back up on them,

          so you're in early intervention, how is that going?

          Oh, it's great, Susie is wonderful.

          She's part of our family.

          So describe for me a visit.

          What does Susie leave you for the week?

          How are you feeling?

          Does she get back to you?

          Does she model it for you and have you try it?

          Does she leave you activities to do?

          Still, to this day, about 50% of the families I talk to, that's

          not happening.

          Nothing is left for them to do.

          The person maybe comes once a week or sometimes only once a

          month and it's like a check-in to see the family, but they're

          not really learning.

          The parent skills aren't growing and they're not able to put

          these into real life situations.

          So a good coach.

          Let's think about a coach.

          They're always moving and improving.

          They see the potential in every parent.

          We have got to believe in all of our parents.

          Every single parent, we've got to believe in them.

          We're always trying to improve.

          We help parents get from the husband on the computer to the

          family that is building it into their daily lives every day.

          We never accept status quo.

          We want to keep seeing improvements, success.

          We want to identify any gaps and we want to highlight gifts that

          families have.

          We want to inspire them.

          And we want to see the big picture and clarify the steps

          necessary to achieve the parents' desired outcomes.

          It's got to be the parents' desired outcomes.

          What I told you earlier after my experience of this year talking

          to 140 families, as I get better every single day, of every

          family that I work with, I'm still far from being really good at

          what I do, because I am learning every day from those families

          that are coming behind me on this journey.

          And so no matter where you're at in your profession or if you're

          a parent providing patient to parent support, just know you're

          going to keep getting better every day if you learn from the

          families.

          As we know, families have lots and lots of decisions to make

          along this journey.

          It's not just about methodology, but then it becomes school and

          just all kinds of decisions that play into our lives of raising

          a child who has a hearing loss.

          To complicate the matters of all the decisions that are out

          there, we're at a period of time where, you know, I had

          therapists coming in and out of my home.

          I was -- you know, I was good if I could just get dressed every

          day and usually a shower was like an A-plus day.

          So we have to recognize that's where families are.

          And so they're not only being faced with really complicated

          decisions but at a very crazy time in their lives.

          They have so much to learn and every family wants to do what's

          best for their child.

          They all have good intentions.

          It doesn't help that there's a lack of consensus among

          professionals.

          It makes it extremely confusing and uncertain for families.

          Very hard.

          And the technologies are happening -- the changes in technology

          is happening so fast and then there's a sense of pressure to

          make choices to capitalize on sensitive periods.

          We know that's there.

          But you know what we need to tell families is?

          This is an ongoing.

          You're going to constantly be reevaluating and changing and we

          do that.

          Take the hearing loss out of this.

          And just as human beings, we are constantly kind of reevaluating

          our lives and looking at, are we going to make a different

          decision?

          It's going to be -- it's the same thing with our deaf and hard

          of hearing kids.

          What you decide today doesn't have to be forever.

          That's the whole beauty of this.

          You make a decision, you go with it, you evaluate it, that's the

          key.

          Is it working?

          Don't wait three years like I waited to find it wasn't working,

          and then maybe change things up.

          So give parents permission to change their minds.

          Here are some more complexities of the issues that make you kind

          of start sweating.

          Families must have access to all the information.

          Please, I beg you, to have faith in families, that they can do

          this.

          If you have faith they can do this, you will feel confident in

          giving them a full range of options and all the information, and

          to know, like I told you, of all my dear friends across the

          United States in hands and voices, the one thing we have in

          common is that our kids are reaching their full potential.

          It's not the methodology that we've chosen.

          The barriers that come in to families making decisions, biased

          information.

          It's just ugly.

          It should be against the law, in my book as a parent.

          Withholding information about some options.

          Unequal weight given to certain options.

          Limited range of service options in local programs.

          That is the hardest, is that, you know, it's so common when I

          support families to be in one area of the state and they say,

          "well, this is how we do things for deaf and hard of hearing

          kids in our community."

          Families need a full array of options for their kiddos.

          They shouldn't have to move.

          We need to ensure, like I said, that families can change their

          minds over that time.

          And that it is a journey that we're all on as parents.

          They're going to learn along the way what works for their kiddo

          and we've got to allow them to learn that.

          How many of you have seen the decision guide to communication

          choices?

          You can order this from the C.D.C. website and it kind of

          facilitates the process.

          Once families have -- now, I don't suggest introducing options

          to family by this guide.

          That's not the reason for this.

          We need to use other tools.

          Hands and voices national has communications considerations A to

          Z on their website which has a nice explanation for

          communication options for families, written by experts in that

          communication mode.

          Definitely introduce families to all their options, but then

          this helps kind of facilitate the process of making good

          choices.

          Just walks them through the process.

          Like I said, you can order this from the C.D.C.

          >> So how do we empower our parents early?

          We've first got to talk to them about, you know, I always use

          the example of our first I F S P and asking them, so, what are

          the goals for your child?

          Well, let's see, I have three in diapers right now.

          I'd really like to be out of diapers.

          I'd really like two of them to be sleeping through the night.

          I mean, really.

          We've got to explain to parents that the process is going to

          take place in the IFSP process.

          I felt so dumb.

          I didn't know his goals were going to be based on what I was

          saying.

          If I had known that, I wouldn't have said be out of diapers.

          But honestly, if I had known that, that's probably what my goals

          would have been at the time.

          So we have to help families by talking with them, listening with

          them, asking them what their dreams for their children are.

          Let them know the dreams don't have to change.

          That was the best advice anybody gave me early on and gave me

          hope is that my dreams for my son did not have to change.

          It was just going to be a different journey to get there than it

          was for my other three kids.

          We got to talk to the parents about what their concerns are.

          Don't assume that we know, based on what other families'

          concerns are, that we know what this family's concerns are.

          To find out what this individual family's concerns are.

          Ask them what they want to learn instead of going in on what's

          your agenda for the day?

          What do you want to learn?

          What's the burning questions on your mind that you want more

          information about?

          Find out what the parents' priorities are and, once again,

          establish the family goals.

          Tips for empowering families.

          We want to converse with the families from the beginning.

          Be positive and proactive in our interactions.

          Anything -- you know, I always laugh because I do a lot of

          advocacy training and if a parent is in a really adversarial

          school situation with the school system, I will say to them,

          "find the one thing they're doing good and compliment them on

          that."

          So we need to do that.

          We need to build families up by finding things they're doing

          right with their kids and complimenting them on those things,

          being really positive with our families.

          Offer help in a response to their identified needs, but let them

          set the agendas.

          Permit the family whether to decide to accept or reject your

          help.

          There may be times it's just not right for them.

          >> It's only happened a couple times to me, but when I call and

          say, hi, this is Lisa calling, and click.

          I just don't let it hurt my feelings.

          I'm sure it wasn't my little squeaky voice that made them hang

          up on me.

          It just wasn't the right time and I try them back in a month or

          so.

          So we need to realize every family, once again, is a little bit

          different on their journey and we need to keep offering our help

          and support at the time it's going to be meaningful and needed

          from them.

          Frame questions in a way that promotes responses, not just yes,

          no questions to them.

          But would you consider or would you be willing to think about or

          have you -- tell me what your thoughts are on this.

          So make sure that as you're trying to get to know the family,

          that you frame your questions in a way that really promotes a

          lot of communication on their behalf.

          And then promote the family member's ability to see themselves

          as active members and that they, yes, they can make good

          choices.

          Families say to me all the time, "Lisa, of course it's easy for

          you, it's you."

          And that's just not the case.

          I was just like them.

          Seven years ago even.

          Not even 10 years ago when he was born.

          We want to see the families as possessing the wisdom to

          ultimately make good decisions for themselves.

          We all know that they can.

          How many of you have seen the movie "the blind side"?

          I loved that movie.

          I cried a lot in that movie because I could really relate to

          that man?

          People just thought that, you know, he was going to be an

          awesome football player because he was big and, you know, should

          be able to do it.

          And, you know, I always tell parents who say that comment to me,

          well, Lisa, this is just easy, of course you can do this, I

          always say to them, "you know what?

          I knew nothing about hearing loss 10 years ago."

          Not a thing.

          Had never met anybody with hearing loss 10 years ago.

          I was a stay-at-home mom.

          Very comfortable, worried about what I was going to do for the

          day so I wouldn't be bored.

          I can't imagine a day where I wouldn't have boredom in my life

          now.

          I was all about retail, clothing and fashion.

          I worked at Macy's.

          Nothing about hearing loss.

          I think about my journey over the past seven years when I

          finally figured out that I needed to take the bull by the horns

          and learn all that I could in order to support my son.

          This is my little guy.

          He would die if he saw that I showed this picture because he's

          10.5 now.

          He's probably maybe six in that picture.

          He has the long Justin Bieber hair cut now.

          So that, yeah, he wouldn't be happy about that.

          What are we looking for?

          We want to build strong, strong families.

          We want to get good communication at home, no matter what that

          communication looks like.

          We want good communication at home with our families.

          And then healthy attitudes toward deafness and hearing loss.

          We need effective education for our kids.

          They need to be early identified.

          They need quality early intervention services to meet the family

          goals and decisions that they've made for their kids.

          We must have communication access for our kids.

          My son, when he was 2.5, before I learned all I needed to learn

          and the choice that I told you we did for 2.5 years, it wasn't a

          good fit for him, he was actually diagnosed on the autism

          spectrum.

          He was a preemie, so he had other stuff going on that we were

          working on, too, and I remember coming home and going, are you

          kidding me?

          Another diagnosis?

          We were dealing with a lot of other stuff at the time.

          Got online.

          My husband and I were up all night because we were given the

          diagnosis and a piece of paper.

          They asked if we wanted to medicate him?

          We said we don't think that's what we want to do right now and

          out the door we went.

          Up all night the next day.

          One of my early interventionists came in the home and I was

          bawling when she walked in the home, beside myself about it.

          She suggested we maybe get a second opinion.

          So I -- a psychologist in the early intervention program came to

          our home so I had all Anthony's papers out on the dining room

          table and the doorbell rang and my little Anthony ran to the

          door and she opens the door for him and she wonders if this is

          the kid I'm observing and he's just smiling at her.

          She comes in and she's asking questions and we really weren't

          planning to play with him at the time and he was communicating

          non-verbally with her so much that before she even started her

          evaluation, she said to me, "if this kid is on the autism

          spectrum, I would be shocked."

          So to think we had somebody who wanted to medicate our child

          because really the issue was he did not have good communication

          access, is frightening, frightening.

          We want to make sure that we maintain standard-based

          achievements.

          Those days of our kids, you know, oh, that's good enough for a

          deaf or hard of hearing kid.

          Those days have to be over.

          Over.

          I remember when my son was a kindergartener and his school

          speech language pathologist saying to me one day, I went to pick

          him up and she said he is brilliant, just brilliant.

          And I looked at her and said I love him, but he's not brilliant.

          In her eyes, he was brilliant because he was performing at the

          same level as hearing kids.

          So in her eyes, that was brilliant.

          You want to jump all over that as a parent, but he wasn't

          brilliant because we had lots of work to do.

          So we have to raise the bar for deaf and hard of hearing kids.

          And most importantly, we want well adjusted kids, happy, living

          in their communities and really feeling like they're a

          contributing member of whatever they're doing at the time

          they're doing it.

          So I just saw I have 10 whole minutes left.

          So I'm going to open it up to questions, but I'm not sure that

          this leaves you with lots of questions.

          I'm hoping it just leaves you with lots of thoughts in your

          head.

          Is there any questions anybody has at this point?

          >> FEMALE SPEAKER: Earlier you were talking about a parent

          guide.

          >> LISA KOVACS: I am the Guide by Your Side program coordinator

          for national hands and voices.

          We allow a lot of flexibility based on how the funding source in

          the state wants to design that.

          We look for nice cohesion between our hands and voices chapter

          in the state that wants to start a Guide by Your Side.

          However, it can be done in many ways.

          In Indiana, they do -- they're contractors for Indiana hands and

          voices.

          There are parents for our program.

          [Inaudible]

          >> LISA KOVACS: We kind of made a portfolio that we design that

          families can use.

          It has some really good information that families need early on.

          I'm in the developing stages of making one for older kids right

          now, but the one that we have, the family can put their child's

          picture on the outside of the notebook.

          On the inside, it has all the different communication options in

          it, so it has some resources, but then it also has a teaching

          audiogram and a place for the family to put all their child's

          audiograms.

          It's got a blank copy of the IFSP form but then they start

          keeping track of their child's ISP.

          There's a section called "Keeping Track" so they can keep track

          of the professionals they're working with.

          I never forget being so confused and still today I say to

          parents, now who is the speech language pathologist you're

          working with?

          Oh, I don't know.

          She has Brown short hair.

          So it's to help families early on starting organizing.

          If you come up after the end of the presentation and would like

          a copy of it, once again, I'm just a parent and I'm happy to

          share any information that we have and you can doctor it up,

          make it work for what you want to make it work for.

          Your purpose of it.

          So sure.

          [Inaudible]

          >> LISA KOVACS: One thing we've been able to do through Guide by

          Your Side is just keep pushing that all families need access to

          all options.

          In our rural communities now, we've gotten our early

          intervention program to agree to providing distance therapy.

          So if there's not a therapist the family needs, whatever the

          specialist, if there's no one in their community, they will

          actually provide it through distance therapy through a web cam.

          And that was something that we were able to really, you know,

          kind of just keep pushing that idea that all families need

          access.

          Yes?

          [Inaudible]

          >> LISA KOVACS: I don't know that number.

          But our part C could definitely give you that number.

          I could tell you in our Guide by Your Side program, we may be of

          the 110, there's maybe five that needed that because there was

          no one.

          [Inaudible]

          >> LISA KOVACS: Thank you for sharing that.

          It gives me goosebumps to hear you say it.

          Really it does.

          It gives me goosebumps because it's amazing to watch families

          shift to that model.

          So thank you.

          Yes?

          [Inaudible]

          >> LISA KOVACS: Right, right.

          And you're right.

          That's your job.

          No!

          I'm just kidding.

          I'm really just kidding.

          Because I do, from my end, parent to parent support, I'm all the

          time talking about how they need to engage and if the person is

          not engaging them, they need to ask to be engaged.

          I mean, you have to take baby steps of how you can do -- bring

          activities that actually forces them to engage.

          Yes?

          [Inaudible]

          >> LISA KOVACS: Thank you for sharing.

          Thanks.

          Anybody else?

          Yes?

          >> FEMALE SPEAKER: You were saying about

          [Inaudible]

          >> LISA KOVACS: You have done a fantastic job, because the thing

          you mentioned is, it's not you.

          She is already advocating for herself.

          And that's fantastic.

          So thank you for sharing.

          Anyone else?

          I think every EHDI PowerPoint will be available online

          afterwards.

          I think you can go back and even look at previous EHDI

          conferences.

          I don't know the date but yes.

          All right.

          Well thank you very much.

          Thanks to our interpreters.

          I greatly appreciate you.

          Thank you, thank you.

          And have a great rest of your day.

          >> LISA KOVACS: A guided book we created.

