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>> JONI ALBERG: Good morning.  I'm Joni Alberg.  I'll be with you fewer than

30 minutes now, 23 minutes, I think, or 36 minutes or something.  I'm going to

leave plenty of time.  Before we get started, I want to get a sense for who's

here.  How many of you are professionals working with parents or children with

hearing loss?  Just raise your hands.  How many of you are parents?  Excellent.

Great.  That helps me out.  I'm executive director for BEGINNINGS of Parents of

Children Who Are Deaf and Hard of Hearing, Inc. in North Carolina.  We provide

support to parents from the time their child is diagnosed with hearing loss.

I'm happy to say from last year -- our year goes from July 1 through June -- 47%

of the new families we serve have children under 3 months of age.  151 children.

We're very pleased with that number and proud of that fact and the numbers

continue to be that.  The majority of families have children under 1 year of

age.  So that gives you an idea about the focus of the families, the primary

families we serve.  However, we also serve these families till the children turn

22 years.  So we're in and out of a family's life throughout the process of

early intervention, public school education and beyond and we help parents learn

how to advocate for their children and understand the different systems and how

to be their children's primary teacher, language model and advocate.  So that

kind of tells you where my background is.

We also have one of our parent educators here, Terry Birchum is here and works

with families in the central part of North Carolina on a daily basis and she has

a lot of resources and information as well.  The session I'll do today is called

"Once is Not Enough."  The content here and the message that I have in the next

25 minutes is based on our work at BEGINNINGS, based on the collective

experiences of our parent educators and their work with families, but it also

stems from my work.  My background is Special Education, and I was a resource

room, diagnostician and resource teachers, primarily learning disabilities and

behavior disorders.  In my career, primarily, more than 30 years ago, now, I

learned quickly I didn't know a whole lot about parents.  I was trained to be a

very good teacher, I felt, and I still believe that.  What I wasn't trained to

do was how to work with parents and how to communicate with parents and how to

even understand what a parent's role was in the whole process.  So, over my

career in Special Education, prior to coming to BEGINNINGS in 1999 and since,

this is where my background has come together as far as parents.  So this is

where my perspective comes today.  This is probably not going to be anything

that's an ah-ha for you, but I hope it ingrains itself in your brain because

there's a very simple message here today, and it has to do with parents.  And it

has to do with parents who have a child with a disability.  For most of us, it's

kids who have a hearing loss or kids who have a hearing loss and maybe many

other conditions.  There may be deafness and blindness or medical conditions or

syndromes or genetic disorders.  There can be a lot of different things.

When a parent learns about this, their child not having that perfect baby that

they thought they were going to have, they're going to have a lot of different

emotions, and you hear a lot about grieving.  Do all parents grieve?  No.  Does

every parent grieve in the same way?  Definitely not.  Is grief important for

you as a professional, those of you who are professionals here, to understand?

Most definitely, because it has a direct impact on how well that family, that

parent is going to be able to follow through with what it is you're going to be

focusing on, whether it's the audiological aspect of the hearing loss or the

language development aspect of the hearing loss.  Being aware of, taking into

consideration the emotional aspects are critical to the successful outcomes for

that child and that parent.

So I'm going to talk about this.  I have a circle here.  I used all different

kinds of graphics and ended up with a simple circle to show there's no beginning

or end to the grieving process.  There is no right direction to go.  Parents are

going to go different directions.  If you think about your own life and any

grief you might have gone through, whether the loss of a parent or moving away

from your best friend when you were younger or in school, there's many different

ways and different experiences in our lives.  If you think back on your own

experiences, it will be very helpful to remember how you felt, and that will

help you in understanding how to work with the parents that come across your

path.  I mentioned this.  It's unique.  It's individual process.  I'm going to

talk about sort of the accepted stages of grief.  I do have a handout.  It's not

the PowerPoint, but it has the points I'm making sure.  It's just one page

and includes suggested readings on the back.  So that's available for you.

There are 30 of them, and if we need more, you will have my email address and we

can send that out to you.  But I wanted to let you know there is a handout.

So why is it so important?  Well, if a parent is still dealing with the

understanding of what -- of the hearing loss that their child has and what that

means to them, how that fits into their world, that is going to be the most

important thing in their mind before they're able to talk about effective and

consistent use of technology or hearing aids, or before they're able to take a

lesson in -- on a speech or language goal and follow through with it for the

coming week or until you see that family again.  Now, I talk about this, and I

hope some of you may be thinking, well, I only have 30 minutes a week or a very

short period of time with each family that I work with, I don't have time to

talk about the emotional aspects, too.  I'm here to tell you today, if you don't

do anything else, the most important thing -- and you will see this in a bit --

that you can do with a parent is every single time say, how are you doing today?

How are things going?  Because if you don't find that out, because they may be

able to say -- and, parents, you need to be able to share that with the

professional who's asking you, which is also be kind of scary or uncomfortable,

too, because understanding and dealing with that emotional place where they are

is the most important first step in achieving the goal that you might have,

whether an audiology goal, early intervention goal, language goal, any kind of a

therapy goal.  So talking about emotional support, David Luterman has done a lot

of writing on families of children with hearing loss and the emotional aspects.

When I just look at these words as I think of as being profound, I think it's

really true.  The parents' ability to accept a child's disability, challenge,

whatever you want to call it, is so critical to the ability for them to succeed

in life and to have really good outcomes for their child and family.  So, again,

it ties into this emotional aspect of understanding and really coming to accept

what is going on with their child, and what we hear at BEGINNINGS so many times

when we first talk with families -- because this is one of the places we often

start with our families -- is that you're not alone and what you're thinking and

feeling is not unique, it's not bad, it's not wrong.  It's okay.  It's okay if

you're sad.  It's okay if you're angry at somebody who has given you the news.

It's okay to have all these different conflicting emotions over and over and

over in your child's life.  You're not a bad person as a result.  We're

fortunate at BEGINNINGS to have several parents who work on our staff who have

children with hearing loss, but also children with other disabilities.  We have

one who has a child with Asperger's, one with a learning disability, one whose

baby was diagnosed with cancer in the first few months of life.  I learn every

day from these parents and they learn every day from each other as well.  But

I've learned so much about the emotions they go through.  One of our parent

educators, Jenay Morris, her son is deaf and blind and has many issues, so for

her to talk about the day he was born and all the different emotions they went

through even to the point of them saying, God, why don't you just take him from

me now, and being able to say, that's how I felt.  I felt that he should just go

ahead and die and everything would be okay.  He's now 14 years old and is doing

fine, but it's that ability to be able to say that's how I felt and it's okay.

I don't apologize for that.  That is how I felt, and that is something for us to

be able to say, wow, thank you for sharing that because it's important for me to

understand that and for all of us to understand that, as a parent, you're going

to have all kinds of emotions, and no one has the right to say that they're

wrong or that they're right or that you should be doing something differently.

The other piece of what I'm talking about is -- and my first experience with

working with parents was, as a diagnostician, meeting with parents for the first

time, their child -- the psychological had come back and the child, at that

time -- this is 1978 -- educable mentally retarded was the category.  I'm a

young teacher thinking I know the world and everything, and I booked the

conference room for 30 minutes to meet with the parents to explain the

psychological, what the diagnosis was and what we were going to do for their

child.  First of all, I'm beginning to explain the test and the mom and dad are

sitting across from me and these big, giant tears start rolling down this mom's

face.  I'm thinking, my God, why is she crying?  This is no big deal, slow

learner type.  I didn't say any of that, thank goodness.  And I ran out of the

room, found a box of Kleenex.  Two hours later, they were doing better and they

understood and we talked about plans for their child.  It was that naivety and

inexperience on my part.  It didn't matter what I was going to share with them,

that doesn't have anything to do with how the parents will accept it or how

emotional they will get.  It's not up to say it's just a unilateral loss, no big

deal, that can be just as profound as hearing there's a profound bilateral

hearing loss and hearing aids are probably not going to work.  It's a very, very

personal kind of thing, and it's important for all of us as professionals not to

assume that we can understand what that's going to be like.

Then the other big thing, again, it kind of fits in this, and this is no

different than any other success in terms of education that we know, when

parents are involved in their children's education, when they're involved in

their therapy, when they're involved in all of those things, the children will

have much better outcomes.  Many, many research studies have shown that, and

this is no different.  Again, it doesn't matter if it's a mild loss or a

profound loss, it will involve how well the parents are able to be a part of

that.

So when you're working with parents, how many times, those professionals, I'll

ask you first, have you had a parent come in and you said, well, how did it go

this week?  Did you work on the lesson that we talked about?  And they say,

well, you know, I really didn't have enough time.  Has any parent not followed

through on what you asked them to do ever?  I see some honest hands.  Parents,

have you ever felt like the professional felt like you didn't follow through and

you were a bad person because you didn't do what they expected you to do the

week before?  I'm seeing the heads nodding.  What I'm here to tell you --

parents, I know you know this better than anyone -- but I'm here to say, if you

get nothing else, this is what my message today is, that just because a parent

does not follow through on what you've asked them to do, it doesn't mean they

don't care about their child.  It doesn't mean they don't care about what it was

you said.  I'm going to use examples here.  I'm not picking on any one

profession, but I'm going to talk about an audiologist at BEGINNINGS, because we

work with families, and I want to illustrate this point in several ways.  A lot

of times, we'll get calls from the professionals saying, this family -- you

know, one was, these hearing aids, they ordered them, they were in, three weeks

had gone by.  The audiologist called the family, called the family.  They

weren't coming in to pick up the hearing aids.  He said, I need help.  Can you

get them here so we can get the hearing aids on him?  Because this is really

important, you know, and three weeks have gone by.  So the parent educator

contacts the parent and she said, yeah, I know they're ready but we really

haven't had time.  My husband, see, lost his job and we got an eviction notice

and we have been kicked out of our apartment, and, by the way, I don't even have

money for diapers for our baby.  So we want to get the hearing aids, but right

now we can't deal with that.  So it wasn't that this family didn't care, that

this parent didn't care.  They cared very much about the hearing aids and their

son's hearing loss, but they couldn't think about that in the hierarchy of their

life because they were in crisis mode.  We were able to get the family not only

grocery but lined up support for them to help them get through the next few

weeks and then talked to the audiologist who said, you know, I didn't even think

there could be something like that going on.  That's one example.  It didn't

mean they didn't care, it's just they couldn't deal with it at that moment in

time.

We had another call from a speech therapist who had called and, again, it was a

child who was showing up every time.  The batteries -- if they had the hearing

aids on, the batteries were dead or they forgot them and there was a lot of

inconsistency in this.  So they called and said, can you go find out what's

going on?  Why does this mom not understand how important it is to have the

hearing aids on all the time and make sure the batteries are working?  Because

that's what they want, they want spoken language, and that's important.  Well,

the parent educator went out, came back and said, Joni, this mom doesn't even

understand about hearing aids.  We spent the whole time talking about how do you

know they're working?  I had to teach her that.  What do you do when the

batteries are dead?  Where do you keep your batteries?  We walked through going

through where the batteries are, getting the battery, changing the batteries,

what are you going to do when you run out of batteries?  This was a mom who

didn't have the capacity to really understand what was going on.  Again, this

was an example where this mom, wasn't that she didn't care, but she didn't

understand or know what it was she was expected to do.

I'm going to share one other story with you because this was probably the most

extreme experience I've had that illustrates this point.  There was a child who

got a cochlear implant.  The implant team, the mother was working, the child did

not want to wear the implant.  The mother would come in and say, every time we

put it on, he just screams at the top of his lungs.  I can't stand it.  We said,

he just doesn't like it, get him to wear it.  You have to ignore the screaming

and just really be consistent with it.  And the mom kept saying, I'm trying, I'm

trying, but it just isn't working.  And, so, in all good intentions -- this is

not anything negative -- this particular audiology team said, well, we're going

to report this mom and they did.  They called social services for neglect

because the mother wasn't following through, in their opinion, was not doing

what needed to be done to help this child learn how to use a cochlear implant

correctly.  Well, this was very devastating.  Like I said, it's not against the

audiologist, they meant very well.  Their intentions were very good.  Turns out

this child, however, DSS went out, devastating the mom, negatively impacted the

relationship they had with their audiologist.  Turns out the child had sensory

integration, a very rare syndrome, it was a huge issue.  Anything on him was an

issue.  There were all these other things going on as well.  So here was a child

who had a very difficult condition.  The mom was trying to convey that

information to say, no, this is not like just normal screaming.  When we try to

do this, it goes on and on and on.  And instead of saying, well, gosh, wonder

what's going on?  Why is this child and this parent having so much trouble?

Instead of asking those additional questions to see what else might be

happening, made an assumption that I think I'm very guilty of that -- I shared

the story of my first assumption where this parent shouldn't be upset with their

child having a lower than average I.Q. -- but this was an assumption and it had

very devastating consequence force the family, the relationship, et cetera.  So

if you don't take anything else away from what I'm sharing you now, it's this

message -- when a parent appears not to be following through on what it is

you're asking them to do, it doesn't mean they don't care.

So every time you see a family, every time you see that parent, even though you

only have that 30-minute period, the most important question you can ask is how

are you doing?  How are things going for you?  Not how is it going for you with

the language lesson, but just how is life?  How are things at home?  And how is

your husband, your wife, your other, your partner, how are they doing?  Because,

as you remember, at the very beginning, I talked about the process of grief

being very personal and very unique to each person.  That means that two parents

in a home may not be going through the process the same either, and if you have

one parent who is at one place and ready to -- you know, they're ready to go,

you may have another parent in complete denial.  I was in a home with a family

and the mom was really ready.  She wanted the parent educator there.  She wanted

us to be there.  She wanted help.  20 minutes into the home visit, the dad walks

in, sits in the recliner, reclines, sits there and listens for a few minutes.

All of a sudden, he says, wait a minute, I don't mean to be rude but why are you

here and who sent you?  We explained, we're here does a we talked with your wife

and we brought you this information and want to get you to services.  He said,

my son's hearing is getting better.  He's already had a second test.  It's

improved over the first one, he's not going to have a hearing loss.  The dad was

in complete denial.  Mom is ready to move forward.  And dad, it was this very

awkward situation, and it was a chance to see that, yes, in fact, they're at

very different places.  The conflict that that can cause in a home can be very

devastating, very real, and it's important as a professional to understand not

only where, if you're only seeing one parent most of the time, to remember that

there is another person, if it's a two-parent home, that there's another parent

and it's very important to understand how they're working together, whether

they're at the same place or very different, because that parent may need help

in explaining to their partner what's going on and why things are so important

and why it's important for them to work together.

So what does this mean?  Well, most of the time as professionals, we tend to

want to talk and share.  Here's what you need to do, I've got this lesson plan,

look at this goal, here's what we're going to be doing today.  The most

important thing you can do when you meet with a family every single time, even

if you only have a very short period of time, is to listen to that parent more

than you talk, especially initially.  How are things going?  And to really

listen.  And for you, parents, to share with the professionals what's going

wrong, what's going well, what do you need -- what is it you need at that moment

in time from that professional.

As I'm wrapping this up, the other thing I mention, there often always are two,

if there is a mother and a father in the home, which if you only see one, to

remember that -- and I don't have to tell most of you this, but men and women

are different and they are when it comes to grief and the emotional aspects.

There are some generalities, but if you're only seeing the mom and you never see

the father, it's important to understand how that difference in how they deal

with the emotional aspects, how that can play on how the mother or the person

you're seeing is able to respond as well.  And this is sort of a generalization,

but women tend to be much more open, they want to share, they want to talk about

everything that's going on.  They want to talk and they want to talk, whereas

this dad that I was just sharing with you was, he came in, sat, didn't even want

to participate, just sat there.  He didn't want to share any feelings or

emotion.  He wanted it to be private.  He didn't really want us in his home.

Mom was welcoming saying, please, I need help and someone to talk to and need

you to tell me where to go.  So there are very many differences between men and

women when you are working with a two-parent family.  And then sometimes the

extended family is a very important factor.  In the case I was sharing with you,

the father in denial, his parents were also in denial.  So you have a mom who's

inlaws, now, are saying why are you putting that hearing aid on him?  He doesn't

need that.  They're very embarrassed about it.  It makes it very difficult.  So

it's not just the person that you're seeing all the time, it's their family and

their support system beyond that is very important.  That's a very quick

overview of what I want to talk about.  What I have here in this handout and I

have these up here for you if you'd like them.  It talks about the process of

grief but, also, I've listed some of the accepted stages of grief and, under

that, I've listed questions that, as a professional, you can ask these simple

questions and find out how the person is and maybe which area they're in.  I

encourage you to learn more about that emotional aspect.  But if you do nothing

else, please remember that the next time you have an appointment with a family,

if you would make your first question how are you doing today, how are things

going for you and your family, you're going to see greater success on the part

of those parents and the work they're doing with their children.

I'm out of time, and I'm going to turn this over to the next presenter.  I thank

you very much.

[ Applause ]

