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>> JOHNNIE SEXTON: I'm Johnnie Sexton, the executive director of the CARE

Project.  Our CARE Project plans and tools address what Joni brought up today,

and we're going to share with you today the North Carolina EHDI program's

endorsement and collaboration with the care project to create a statewide series

of workshops for families and professionals.  There are two primary platforms on

which the care project has been built, and that is the use of shared

experiences.  Often, families would like to talk about what's happening, but

they really don't want to talk first.  So we were able to get a film crew

together and we filmed a documentary film in eight segments that have

perspectives from different avenues of issues related to deafness and Hard of

Hearing within families and we used those experiences in a variety of ways and

Kathleen Watts will talk about how we will be using it in her program.  Also,

the use of active listening skills development.  Joni touched on that.  That's

very critical.  We include in our training workshop and materials and toolkit

that information to help enhance those abilities.  We have some activities that

really require participant to engage in active listening.  We do directly

address the grief process.  It is a journey, as Joni said, it never ends, and we

talk about that in great detail.  So what we're hopeful of in our goals with the

CARE Project is to provide a set of tools to allow a family's journey not only

to begin, but to continue and move them forward.

So what can the CARE Project do?  What is it?  We see, thus far, that it is a

bridge that seems to fill a gap between, oh, I got that news about my child and

I need to move forward, accept and advocate for the best possible life my child

can have.  There are a variety of tools in the CARE Project that will allow for

group workshops, one-on-one counseling as well as a literacy section with

materials that can be used at home and in classrooms for children.  It's for

families, for parents.  It can be used in a variety of ways.  We have been doing

statewide workshops in some states, regional workshops, but it also can be used

one on one with families.  Vanderbilt is now sending home our 15-minute DVD

short film with newly-diagnosed families to give them an introduction to this

process.

Professionals, a little bit of a surprise early on for me.  It seems a lot of

professionals aren't comfortable or maybe trained to deal with this.  Would

anyone agree that you're either uncomfortable or not trained, possibly, to deal

with the grief process?  It has become, fortunately, a good tool for working in

the professional arenas and bringing sensitivity to this grief process.  It's

also being used in university training programs as a tool for teaching in the

counseling course, this issue of grief and the importance of addressing grief in

the professional arenas.

I'd like to turn the mic over to Kathleen Watts, who's the NC EHDI coordinator.

>> KATHLEEN WATTS:  Hi.  I'm very glad to be here and to be able to share what

we have been doing with the CARE Project.  We're just starting.  We can't give

you a lot of data or information about what's happened thus far.  I can tell you

what's happened thus far.  We're hoping this will be a wonderful part of the

family support program within the state.  So just briefly looking at this, this

is an old slide that has been around for a long time.  I want you to look at the

third from the bottom, the bar, and that's showing what parents are saying that

they want at the time that they find out their child has a hearing loss, and

then the small bar is what they get.  And that's the emotional support.  They

want a whole lot of emotional support, and they get very little.  They get a lot

of the information, the things about the degree of hearing loss, the educational

options, things like that, but the emotional support has been, historically, the

part that has been missing.  So that's what we're working on now for the

families in North Carolina.  So why this project?  What does this project give

us as a tool?  The materials are available for both teaching and facilitating.

The first slide that Johnnie had that showed the grief process, and it's a

process that families recycle through, that's one of the slides and things that

is discussed with parents.  The films that the parents see helps facilitate

their talking and their learning about their own grief and they're sharing with

other people who have been through the same thing or who are working with other

families.  It helps the individuals express their emotions in a safe, supportive

environment.

When we did this project recently in Dare County on the outer banks of

North Carolina and a low-population area, we had two families where both of the

husband and wife attended.  In watching one of the segments, one of the fathers

just started -- just tears streaming down his cheeks.  And as Joni mentioned, my

first thought was, we don't have any Kleenex here!  Luckily, it was close by.

So this was a family that has done what needs to happen for their two children.

They really were right on course in terms of getting their children what they

needed.  But in terms of dealing with their feelings about this, that hadn't

been addressed and, so, this was sort of the first time for that father to

really get in and think about his own feelings for what was going on with his

children.  So CARE is a very, very flexible program.  It can be used for large

groups.  It can be used for small groups.  It can be done all in one session, or

it can be, you know, broken into segments.  The flexibility was one of the

things that really appealed to me because, in North Carolina, we have some areas

of the state that have good family support, that have established what we call

Hitch-Up groups and Hitch-Up is a group that was started by parents in the state

and that stands for Hearing Impaired Toddlers and Children Have Unlimited

Potential.  And, so, these parents have started it and kept these groups going

for years, but certain parts of the state don't have that, Dare County being

one, it's very low population.  So in Dare County, we're able to do a series of

workshops with the CARE Project to bring parents in that area together so they

get that support, they get used to seeing one another, they share email

addresses, phone numbers and build their parent support in that area, their

family support.  Other areas like Raleigh and Charlotte, the other areas that

already have established groups, we're going to go in and do a one-time program

for them to enhance what they already have going on.  So I love the flexibility.

Another thing is I really think it's wonderful for parents and professionals to

do this according to.  And, so, at all of the sessions, we are having

professionals come.  The first one that we did, we actually had someone who

came, who was from the school district and none of us knew how she had found out

about it, but what a thrill to have, you know, this teacher who had heard about

this actually from one of the families and was interested enough to come.  So

it's great in terms of combining the two groups.

So what are the components of the project?  First of all, there are the slides.

Those sort of go through the grief process, what it is and the impact it can

have, and that it's normal and that, whether you have a child with hearing loss

or not, you have grief in your life.  Grief is a part of life for everyone.

Then there's a documentary film, and there are family members sharing their

stories, and some of these people -- well, there's one family where they had a

child identified through a newborn hearing screening, but there's a daughter

whose mother was deaf, there's a young man who is now an ASL interpreter who

came from a deaf family.  There are different aspects.  It's not all just

newborn hearing screening, but it is all families whose lives have been touched

by deafness of a family member.  And there's a grief analysis grid which is

handout that's given to the participants, so that, when they view one of the

segments, they are able to listen and to sort of analyze where the grief is in

this person's -- not presentation, because it's really just sort of free-flowing

thoughts from each of these people, and this shows -- sorry it doesn't show

well -- it goes through the names of the different presenters, and then some of

the stages of grief and where you see those different things in what that person

says.  So, for our program, in the areas where there has been no

parent-to-parent support, we're breaking the workshop into shorter sessions.  As

I mentioned, Dare County, that's where we started, and it was a thrill for me,

not just to go to the outer banks, which I don't get to go often enough, but

it's a very underserved areas in a lot of ways because it is a very underserved

population.  So we're starting something they haven't had there before.  The

BEGINNINGS educators go out state to state, but they haven't had

parent-to-parent support.  That's something that's been missing.  So we're

breaking it up in three short sessions.  I can already tell you, having done one

session, that we have the start of parent-to-parent support in that area.  It

was a great experience.  We always will include professionals who can help

facilitate the ongoing interaction.  It's parents who need to be putting their

energy in, but sometimes they need some help facilitating to keep things going,

although I don't think that's actually going to happen -- or be needed where

we've done it thus far, but that's one of the reasons for including the

professionals, in addition to the fact that they learn a lot from it.  And in

the areas, like I said, where there is an existing support group, we're doing

one-day workshop for the families and the professionals to enhance what they

have and to open up the communication between those parents and professionals

about the grief process and about the fact that professionals grieve, too.  It's

hard to tell a family that your child has hearing loss and that -- you know,

they're dealing with their own grief at the same time.  So the details, I think

this first one, if there's anyone who's thinking of doing this, this is probably

the number one thing.  We used carryover grants from the HRSA program.  It's not

an expensive grant by a long shot.  That's the first thing.  Any EHDI

coordinator will say how will you pay for this?  So we started with a workshop

for parent leaders and the EHDI staff, a couple of the parent educators, we came

together in Greensboro, the center part of the state, for a day-long training,

and then discussed how to implement this throughout the state.  At least one

parent who attended that meeting is coming to the sessions at the local areas.

We've started with Dare County.  We're doing one in Jacksonville, which is down

in sort of the southeast part of the state.  We're doing one in Lincoln County,

which is to the west, so -- and these are areas where there has not been

parent-to-parent support.  And we have the commitment from the parents who

attended the first one to attend these different sessions.  And the parents and

the professionals attend together so that they're partners in the process.  I'm

not having, like -- you know, this workshop is for professionals, this workshop

is for parents.  It's everyone together, learning the same things and being

involved in the same process.  So now what we're going to do is we're going to

have one of those parent leaders come up and talk about it from a parent

perspective, which, of course, is really the most important one.  So this is

Sandy Simpson, and she's going to tell you a little bit about her family and

about how the care project has been for her.

>> SANDY SIMPSON:  Thank you for having me here today.  Kathleen approached me a

couple of weeks ago and asked me if I would speak since I was already coming to

the EHDI program and I had been through the care project, if I would say a few

words, and my first thought was, no, no way.  This is my greatest fear, to get

up in front of people, so, if I'm nervous --

So I'm very thankful to be here.  Let me start about background on myself.  I

grew up in a really small town with 365 people, with two hearing impaired

parents.  I was the only one that I knew growing up that had hearing impaired

parents.  I found out later in life that I also had mild hearing loss, and then

I have a 17-year-old niece that lives just down the street from me that is deaf

in one ear, she lost her hearing when she was 4 due to a virus.  And then I have

three children, 11-year-old boy who had conductive hearing loss and was

diagnosed at age 3.  Then my second son is 13 months younger than the first, and

he has normal hearing, but he required speech therapy because he copied his

brother's speech because they were so closely in age.  And last but most least,

the girl that came after the two boys, the princess, and she was diagnosed by

the newborn hearing screening with bilateral hearing loss.  So, as you can see,

growing up, I was always surrounded by hearing impaired family members.  Each

situation was so, so different, but, in many ways, it was the same.  But the

hardest one finding out was with my daughter, with her hearing impairment.  My

husband and I, we thought we were delivering a perfectly, normally healthy

child.  We'd had several ultra sounds.  I was older having her, and I had been

in a car accident when I was 8 1/2 months pregnant, so we had several ultra

sounds and as far as we knew everything was good on the ultrasound.  So we had

no idea.  That was several years ago, they were testing their hearing and no one

told me we're testing your daughter's hearing.  The first we heard about it, we

were discharged from the hospital.  The pediatrician on call came in and said,

oh, before I forget, your daughter didn't pass the newborn hearing screening.

Don't worry about it, I'm sure it's likely nothing.  She is four weeks early.

You had a quick delivery and, oh, it's just fluid, and someone will be calling

you with what to do next.

We received the call to come back to the hospital to have her retested.  We took

her in and, again, of course, it said fail, and the person that tested us then

said again, oh, don't worry, we test lots of babies and most of them are fine.

It's just likely fluid.  She'll need to be retested, but don't worry.  And in

the meantime, we were dealing with several other issues.  She was very jaundiced

and it kept getting worse and worse.  We had the biliblanket at home.  She kept

losing weight.  I had to wake her up every two hours to feed her, so I was not

getting much sleep.  We were blessed, next door, to have a pediatrician, also

our neighbor and friend, and he made calls to get her in to an audiologist at

UNC.  We got her into the hospital, three weeks old, technically not even

supposed to be born yet.  And my sister-in-law who has the daughter who's deaf

in one ear insisted she wanted to go to the appointment.  I said I can handle

it, but she kept insisting because she knew I had no sleep and likely what I was

about to hear.  So we had the appointment and she confirm she had hearing loss.

And I remember sitting there numb, and not understanding if I just heard what I

thawed they had just said.  I remember looking at my sister-in-law on the way

home and saying I didn't hear a word they just said.  Can you please tell me, is

Stephanie going to be all right?  Is she going to be okay?  And my sister in law

started crying and said, she's going to be all right but she does have hearing

loss and will likely need hearing aids.  So I had to go home and tell my husband

the news and that's one of the hardest conversations I've ever had.

Well, we had several audiology appointments to diagnose her and her hearing kept

improving on each test, and my husband and I had several thoughts of wishful

thinking, thinking, because she was improving, that maybe she would improve so

much that she wouldn't even have to get hearing aids.  We were in the denial

stage.  Well, she did get fitting for hearing aids.  She was about six months

old.  I remember putting them in for the first time, and I was so angry at

myself.  I kept blaming myself and my family and thinking, why couldn't she have

gotten some of my good genes and not the bad genes?  And I felt myself thinking,

I'm just overwhelmed with all this news and information that's been given to us,

and now I'm going to have three in speech therapy because the first two are in

speech therapy, how am I going to do all this and how are we ever going to

afford hearing aids and is she going to struggle at my parents'?  They, being

from a small town, had not much intervention.  Will she be able to communicate?

We were very blessed at the time.  We went to church with someone from

BEGINNINGS and she helped point us in the right direction and answer all my

silly questions, and we had wonderful audiologists, we had wonderful people from

early intervention, and we were just so fortunate.  But the hardest part was

dealing with all the emotional stuff.  We had two people, after Stephanie was

diagnosed with hearing loss, the first one came up to us in Home Depot and he

kept saying over and over, do you know something is wrong with your child?

She's not normal.  She doesn't look normal.  I said, what do you mean?  She's

perfect?  Because the hearing aids -- I didn't see that on her.  And he said,

well, she's got those things in her ears and she's not normal.  What's wrong

with her?  And I walked away.  And about a week later, I had another lady come

up to me and said, did your baby flunk the newborn hearing screen and get

diagnosed with hearing loss?  And I remember saying, yes, she did.  And the lady

said to me -- and I'll never forget this -- she said, oh, my daughter didn't

pass the hearing test either but she passed the repeat and I'm so thankful

because if she would have flunked and had to wear hearing aids, I would have

just crawled in a hole and died.  So it was the people who said anything.  Of

course, I picked the brightest hearing molds.  They were red and pretty.  But it

was the struggles in hearing those things that came within months of each other.

I remember sitting and crying and I couldn't stop crying.  I thought, what is my

daughter going to be faced with growing up?  Are all people this hurtful and

cruel?  Is life going to be a struggle?  I knew from having hearing impaired

questions, there were norm questions -- and I appreciated people asking

questions because that's how you can educate them with what's going on.  But it

was those comments that stuck with you and it broke my heart.

As Stephanie got older, it was the questions from her that were the hardest.  Do

I always have to wear these?  Why did God make my ears this way?  Do I have to

wear my hearing aids today?  Why don't any of the princesses or American girls

or anybody wear hearing aids?  Well, things moved on and we were making great

progress and then we were hit with another blow with Stephanie.  I had been

questioning to our pediatrician some of her behaviors.  He would cry and grab

the back of her head.  She would lose our balance suddenly.  She would complain

about pain in her arms and her legs.  Then they determined, through a series of

M.R.I.s, that she has a misformation that's its own set of struggles.

Today, she is doing well, smiles, loves to play tricks, has a great sense of

assumer.  She wants to be a princess, at her sage.  We've accepted this hearing

loss and that God made her special for a purpose.  So how does the CARE Project

fit in with everything and how has it helped my family?  I attended the workshop

back in November, and something clicked, watching the film and listening to

parents of hearing impaired children sharing their feels.  I felt they had taken

the words right out of my mouth with some of the things they were saying.  The

emotions they were having was exactly how I was feeling.  It was a major high

moment for me.  I had spent my whole life growing up and as a parent being some

sort of advocate in some form or fashion for someone in the hearing impaired

community, and I had always been the fixer of the family and always had to make

sure that things ran smoothly, and I thought I had to be happy all the time, and

I just struggled with things internally.  I kept thinking I should be so

thankful, things should be so much worse, I shouldn't have this sadness or pain.

This is not normal.  And I remember watching the film and listening to others

having the same struggles and, suddenly, I felt such a sense of community, and

it was all right for me to have these feelings.  It felt like such a big weight

had lifted off me and it also gave me great empathy and compassion for the

professionals that work with the hearing impaired community daily.  In addition,

the biggest thing it did, and Joni touched on it, my husband and I react to

things very differently.  He's an amazing, amazing man, but I used to just

cringe when he would say things like, I think she's hearing better today, or she

can hear me whisper when I put her to bed and she didn't have her hearing aids

in and I don't think she has to wear these.  I knew the truth, but he was in

denial.  But the CARE Project, the biggest thing it helped me realize is that we

struggle with things differently and we're at different places at different

times and it helped me to have the most amazing conversation with my husband

regarding our daughter and the feelings that go with the ups and the downs.  And

last month, I was fortunate enough to be asked if I wanted to attend the local

workshop at Dare County.  The two families that I met were two of the most

amazing families I've ever met.  I watched, as Kathleen said, about the husband

who just was crying, and I just knew what he was going through, and I was so

thankful to be there to try to help them as people along this journey have

helped me.  So that's my story and I want to thank Johnnie for this wonderful

idea and Kathleen for making me get out of my comfort zone and face my greatest

fear.  So thank you.

[ Applause ]

>> JOHNNIE SEXTON: You did great.  Thank you, Sandy.  I'm so proud of her.

She got through it.  She's a great soul and a great spokesperson for what we're

trying to achieve.  Thank you again.  We're at the end of our time.  The CARE

Project has an exhibit here at the conference, booth 24.  Please come talk to

me.  I am what I like to call an unfunded, nonprofit, the Lone Ranger.  I will

be at the booth the entire time and we would welcome anyone to come by and talk

to us about air program and materials.  Thank you so much.

[ Applause ]

>> JOHNNIE SEXTON: Oh, and find us on Facebook.

[~End of event~]

