REMOTE CART

Excuse Me While I Change My Hat

International BC

3:45 p.m. to 4:45 p.m. (CT)

March 5, 2019

* * * *

CAPTIONING PROVIDED BY:

ALTERNATIVE COMMUNICATION SERVICES, LLC

www.CaptionFamily.com.

*  *  *  *  *

This text, document, or file is based on live transcription.  Communication Access Realtime Translation (CART), captioning, and/or live transcription are provided in order to facilitate communication accessibility and may not be a totally verbatim record of the proceedings.  This text, document, or file is not to be distributed or used in any way that may violate copyright law.

* * * *

(Captions provided by a live Captioner.)
DANIEL MORRA:  Good afternoon, everyone.   I just have to laugh at the people who are not to because they are probably at O'Hara airport right now.  So I am Dr. Daniel Morra and I am a pediatrician at, "Right from the start" pediatrics and I am the EHDI Chapter Champion and the Title of my talk is, "Excuse me while I change my hat."  Because over the years, my professional and personal hats have definitely changed and I will talk about that.

My disclosures are great though at Lucy and Charlie Brown – Doka says, "You have a problem, you came to the right place."   "That is very comforting."   "This is the right place all right"  "I need the money."  
Friendly advice from Snoopy for $0.02 and then any advice from Mora also for $0.02, but I cannot make any money so I have no financial disclosures.

Here is my path, my professional and personal path.

I was born in 19 know indiscernible ‑‑ in a hearing family.  I did not know any debt for children growing up.

Medical student, pediatric resident, pediatrician and did not know any Deaf people.

My wife is a speech pathologist so she knew some Deaf people she took some audiology classes and communication disorders classes and all of these different things.  So she knew some.  But it wasn't until we took the next step in our lives and I am a father to Jack and Jack was born in New Jersey and the year was made mandatory to have newborn hearing screening in New Jersey and he failed.  So he was diagnosed as moderate to severe sensorineural deafness.

Nick had typical hearing and typical listening.  And then I am a father to Luke and in 2007 he was born in Illinois and he had severe to profound sensorineural deafness.  And I like to say that God thought that we did it so well the first time that he had us do it again, but he gave us a little break in between.

I am the father to two deaf children and one hearing child and a pediatrician and now 2015 Chapter Champion, which is a volunteer thing and I thought it would be a good thing to volunteer for, for me.

So learning about deafness, I have from 2002 to infinity because that is how long it will be.

Here is my one medical student at, my resident hat, my pediatrician hat, my husband hat, father, and the last one is the father of Deaf children and it is the last hat and really the most important at.

Here are my hats and different form, different types of hats for different things.  When I was a little kid, I was a Yankee fan.  Medical student, I don't know why I picked the Indiana Jones hat.  But with a pediatric resident, the hat is disheveled.  Pediatrician, I got this with a bow tie for my graduation.  I has been a court jester, which is self‑explanatory.

Father is celebration and Uncle Sam and July 4 hat and the father of a Deaf child is a Santa hat.  They were gifts to us.  So we have to think about that all the time.  And I can that to patients too.  When they have a patient, a child with a diagnosis, it is a gift to them.

And so we are somewhat religion so we say that God gives us that.  And we just take it and role with it.

So if you try to carry too many hats at one time, bad things can happen.  You can also try to have too many hats at once and you don't know which one to use.  You can try to wear too many hats and you can go completely insane or what we tried to do is wear a ton of hats and try to keep your sense of humor.

So I found these because these are really cool little kids, all with different hats on and I don't know.  Like looking at this I don't know if any of them are Deaf or not which is a good thing.  It is just they could beat Deaf are they might not be.  All of the kids are kids.  I have a few more cute kids here and a couple of funny pictures.

So I have some quotes about hats.  So Antoine de Saint‑Exupéry said, "Why should anybody be frightened by a hat?  And then board no matter what the world, men who deal in headwear are men to be trusted above any other.

I myself have 12 hats and each one represents a different personality.  Why don't just be yourself?  It wasn't the wearing of a hat that counted so much as having one to wear.  Every trade, every craft has a hat.

My resident hat and my physician had given me different lessons.  And here is a picture.  Here is the ear canal and here's is the eardrum.  The little bones go to the signal to the cochlea and the cochlea has hair cells and then it goes to the auditory nerve and then presto, you can hear.

So a long talk for another session is why we picked the ears to look like these for our kids.  So jack; his ear looks like this.  The hearing aid is outside in the earmold is inside, which changed very frequently.  And then the sound amplified and the cochlea has probably several hair cells and the signal gets sent to the auditory nerve that way.  And then Nick's ear looks like the other ear by the way.  And then Luke's ear initially looked like Jack's but then it went on because Jack's helped him develop speech and helped him get to where he is now.  Whereas Luke's hearing aids are not going to do that.  We could have very much abandoned hearing technology and gone to sign language, but like I said that is a different talk for a different time.  We chose a Cochlear Implant route because the hearing aid only brought his decibels up to 40, Luke's, and he wasn't getting enough speech and dad, pediatrician did not want him to get surgery for the Cochlear Implant.  I don't know that I really wanted to learn sign language because it is a difficult thing.  But then the data piled up and the audiologist told me and the speech pathologist and my wife the speech pathologist did want the surgery.  She wanted it actually before 12 months, but we waited until 13 months and saw the data that only got his hearing up to 40 and we knew he wasn't getting speech so we had to do something.  So it 13 months he got his implant and 14 months he got activated.  And this is what his ear looks like.  There is a magnet and a hole drilled in his skull.  And you get the idea.  It goes down and simulates the auditory nerve in a different way.

So headgear; we have a thing about different headgears.  None of my sons played football, but they played baseball and Nick had no problem putting on a baseball helmet, but Jack had a little trouble because he had to wear it over hearing aids.  And so that bothered him.  And then Luke had to put it on with I hat over a Cochlear Implant.  And so we had all of the issues, not issues of just what expensive helmet or bat to buy, but we had to figure out how the child was going to wear a helmet and play the sport.  So there are the three down there.  The obligatory school picture because you know the opening day at school, and I chopped the pictures up ‑‑ moved again on me ‑‑ okay.  There is Nick, know headgear, a soccer player, no ear wear, no technology ‑‑ and here is Jack.  He has headgear and he has a bilateral hearing aid, which he has had forever and now they are Bluetooth enabled.  So everything is getting cool for him, but he still deals with the issues of being Deaf.  Actually, interestingly, he has sorry ‑‑ with one hearing aid on, he is very upset.  Jack; when one does not work, Jack is upset.

When Luke has just one implant, he does not want to use the hearing aid on the other side.  He has one implant ended he doesn't want to wear a hearing aid on the other side.  And he says I do not like how it sounds.  I have to take that for what is worth because he doesn't like it.  So we keep trying, me, mom, and the audiologist keep trying to say okay that nerve is going to die.  If that nerve dies, you want to stimulate it a little bit soup with the hearing aid on that side for a few hours per day.  We got that out, but he still doesn't like it.  We know how a typical child hears, we think, but here is Luke ‑‑ so we don't know how it sounds.  He says it sounds different in the hearing aid ear and the Cochlear Implant ear.  So now I have learned about this by this plenary today, that unilateral hearing loss, I cannot believe how the child gets the grades he does and he plays in jungle book last year.  He was Bagheera any he opened the opened the whole show any is only wearing one implant it.

Now I hear this morning that he misses so much and the brain is so elastic that it just makes up for all of that.  So all of these different hats, everybody in Chicago at this conference has had a different hat.  Students; this is from the website, from the meeting website and I put the students at the top because all of us are students before we are any of these other things.

And all of these different people are important.  But the families of the children with hearing loss or something that any of us can become at any time.  A lot of doctors don't know this.  So they don't really push hearing screening, hearing diagnosis, but I know.  So I pass this on to people.  We can become a family of someone with hearing loss and we can think we are not and then a delay because of hearing loss, we can become a family with a child of hearing loss.

In that we have to become an advocate and we have to see a speech pathologist and an audiologist.  And this is out of order.  And then we have to get, maybe not early intervention if it is a hearing loss, progressive hearing loss is like eight or 10 years old, but then school is totally different.  But anyway these are all of our hats or the hats of different people that we have met during all of this journey that typical parents don't have to.

So I have to convey that to other doctors, not at any, I have to go out there and say you know you are going to have ‑‑ I will go down my list ‑‑ my wife and I.

Our family ‑‑ with Luke, our family said, or my brother‑in‑law said profound loss ‑‑ okay.  We need to get sign language classes.  I am like okay.  I am watching the college student panel and unfortunately, they had some that didn't want to sign up to their children, which I cannot imagine.  And here it was a brother‑in‑law, like not even related by blood.  And said we need to find a way to communicate with this baby.  So let's go do a sign language class and so we did that.

Nurses; my wife, of course, apprised our nurse with Jack because of the very first day, the baby was born, my wife the speech pathologist said, "Did he pass his newborn hearing screening?"  And she said, "No."  And everything changed for me, typical parent to a different parent.

But still a parent.  So then we did the repeat screen and he fell that.  We went to an adult audiologist and this is what I try to convey at this meeting here.  It is what you say to the family is major, a major thing.  This adult audiologist saw a sloping audiogram starting at 30 to dB and sloping down.  And then he said, "He might get a job one day."  Or something similar.  That puts us in a different mindset.  Pediatrician and a speech pathologist to; it doesn't really matter when we are worrying about the success of our little baby.  At that is when we moved from New Jersey to St. Louis because St. Louis has a good variety of resources for Deaf, folks.  And we went to the head of the family center, the CID, we called out of desperation and we left a message and we said we had a newly diagnosed baby and we need to talk to somebody.  So she said ‑‑ she called us back and she said, "All right come to the school and I will walk you around the school and we will look at the audiogram so bring the audiogram.  And she looked at the audiogram.  And she said, "He has a lot of hearing."  And she is the head of the family center and that is the reason why, Chris Clark, I will throw her name out there.  Everyone that was good to us, I say their name all the time.  That is like my half Italian, when someone has been good to the family ‑‑ you know?  Okay.  Do you know what I mean?  Okay.

So Chris Clark was good to the family.  She met us not like any old day, but it was July 4, '20 ‑‑ 2002.  She said I am on my way to a family barbecue, look at the audiogram.  And it said it had a lot of hearing.

So that set us going positively.  And that is all of the difference.  The child family connections, we learned about those folks and I will just go down the list.  With all of the slides, I want to go fast and then lead time for you guys to talk and then ask questions.  I did not know what these meetings were.  I am not going to know that ‑‑ I am a doctor.

But I put the ISP on all of my charts.  But anyway developmental therapist, we learned about those and we went to CID and they came to our house.  This is a weird process.  Pediatric audiologist, now a pediatric audiologist; this is a generalization, but they talk to people nicer than adult audiologist.  Or at least to us.  And I don't want to make any generalizations, but I want to say that an adult audiologist, if you are an adult audiologist, have some kid, like have no kid fear because kids have hearing loss and it is critical to them.

But anyway speech language pathologist.  Teachers of the deaf and hard of hearing.  Childcare providers and babysitters, this is stuff that typical parents don't explain to people.  What you do if Jack throws his hearing aid in the toilet?  What do you do if Luke throws his implant somewhere?  It is stuff we had to educate people about and Jack actually threw his hearing aid down in Rockefeller Center and we learned later that it was gone.  And Jack later through his hearing aid in the toilet and I learned from the plumber that if it goes up and over, the little lip inside the toilet is gone.  So a typical parent will not reach in the toilet usually.

(Laughter)

Okay?  I reached in the toilet.  Luckily, it was on the bottom.  I pulled out and washed my hands.  I saved the hearing aid.  And several thousand dollars.  So teachers obviously have had to deal with us and the boys and school administrators, IEP meetings, we did not know about that from the other side.  My wife runs them as a speech pathologist, but it is totally different and we are on the other side of the table and then the ENT, other doctors and now I need to do with them because they might not know and they might not want to do know and they might think they never need to know.

Other families, that was at the Illinois School for the Deaf, 2007, all three of my kids went there and it was amazing and it was an amazing experience because you learn about different families and use the other kids who are Deaf.

And then at the conference attendees.

So this thing ‑‑ I am sure you are familiar with this.  Are you familiar with it?  "Welcome to Holland."

I going to paraphrase that.  You prepare yourself to go to Italy and you get on a plane and you read all the books and you are prepared and then you get on the plane and you take the flight and you land and they say, "Welcome to Holland."  And you get off the plane.  So welcome to Holland.  Like I prepared for Italy?  So there has been a change in the flight plan.  But now you must stay.  And this is an important one.  The important thing is they have not taken you to a horrible disgusting filthy place full of pestilence, famine, and disease.  Is just a different place.  So you go out and by different books and you learn a whole new language and you meet a whole new group of people that you would never have met.  It is a different place.  It is slower paced than Italy and less flashy than Italy, but it has windmills and tulips and there are Rembrandts.  And everyone is talking about how great Italy is and that is when the parents cry and you have to help them when they cry with any diagnosis, hearing loss or other.

And for the rest of your life you will say yes, that is where I wanted to go and that is what I had planned and then you will grieve.

The pain of that will never ever, ever go away because the loss of that dream is a very significant loss.  That is what it is.  It is not the loss of a child, but the loss of a dream for your child.  Now my boys are 16, 14, and 12 and they never get B's, knock on wood.  Some of them are good at sports and some of them quit voluntarily, not because they couldn't do it.  They have done everything that they have tried.  So yes, they have had some failures and some things where they did not make the team and things like that, but there hearing loss has not stopped them.

So we got this book when we were expecting Jack.  It doesn't have anything about hearing loss really in it.  It has something about syphilis, but nothing about hearing loss.

(Laughter)

Here is a website, a famous shopping website, a registry page, a baby Registry page.  They have bibs and toys and car seats and things like that.  We got the stuff for Jack, but we didn't get any of this stuff.  And this is a picture from the Harris communications store.  So Harris communications buy deaf and hard of hearing things.  There are books loud enough for a child to hear, not the ones you get in target, like the battery is dead and your baby cannot hear it and they cannot hear so there is no point.

Posters was sign language on it, and I should not say that because you can read a book to the child and you can sing a song and sing it loudly, but anyway... there are also things you don't register for like telephones for the Deaf or alarm clocks or even vibrators for the shaking or the waking the child up in the morning ‑‑ alarm clocks or vibrators for the shaking or the waking.

All of these different books, it is not like what to expect when you are expecting, it is sign language and cued speech, or a parenting journey for the child with the Deafness, and then this is all overwhelming.  So you do this Internet search of this famous website, and new parent books, over 10,000.

Then I started typing, newborn hearing screening, newborn hearing, newborn hearing books, got much lower numbers.

Deaf child is greater than 1000, which is good.  Deaf infant, Deaf newborn, not so good.

And then I typed these longer ones, parent of child with hearing loss, hearing loss books, hearing loss, hearing loss books, and deafness.  Beware of your search results.  Or beware of the search results that your parents are going to get.  A parent of child with hearing loss books, you get this is the first result.  Sorry about the question mark, "Shattered ‑‑ surviving the loss of a child."  I am sure it is a good book if your child died.  With they didn't die.  People will Google things and it sometimes really causes problems and it sets the person in the wrong direction.  Your child can get a job someday.  Sometimes the search does not recognize hearing loss books.

Well, then I was a pediatrician and a look at the textbook to see what is associated with hearing loss that I have to worry about because now I have the doctor had on again.  So three major textbooks, 3000 pages in all of them.  And then nine, 10, maybe 30 pages on newborn hearing, hearing loss.

Now syndromes will have hearing loss mentioned with it and different medical diagnosis, but you blink, you miss it in a pediatric textbook.  So what do Doctors know?  We don't really know a lot.  And everybody ‑‑ you know when I hear that pediatricians did this or that, that is the bedside manner, I think.  I mean it is poor bedside manner, but it is also from lack of knowledge.  It is like from ignorance, like not being a derogatory term, but like when you don't know something, you are ignorant of it.  And then pediatricians and senior reticence, this is an Iranian study.  So Iran has newborn hearing screening.  This is hard to read, but I will try to give you some points that are important.  Infant screening for permanent hearing impairment, important, 83%.  Unimportant, 3% and a little importance, 12%.

Does hearing screening make people worry?  No.  82%.  Are you aware of special needs of hearing-impaired children?  Yes.  14%.  No.  65% and this was 2014 and they knew that Duckett well, 70% knew they had an early detection hearing program in Iran.

General newborn hearing screening valuable?  96%, hallelujah!  Which infants have you introduce for hearing screening?  Nearly all infants, only 21% or only cases with risk factors?  78%.  They are way behind us, but it is funny because the next couple of slides, you will see.  This is the old old information, but it is lies that they used in an older talk, the 2012 and 2013 study that NCHAM did.  They only got an 11% response rate.  The people did not know about 1‑3‑6 and physicians were not educated about the needs of deaf and hard of hearing infants.

This is just some demographics, but I just want to point out that these doctors don't have a lot of kids with permanent hearing loss.  That is not otitis media related.  They don't have complete trust in newborn hearing screening results.  It is better now, but they didn't then.  EHDI and the doctors didn't communicate back‑and‑forth as well.  They do now, but I just wanted to show you where information was and this is when my kids were growing up, like when my kids were younger, this data, you know, was more critical.  Now 96% did refer to an audiologist, but 0.2% ‑‑ antibiotic and recheck into months?  I don't know.

So the best estimate of the early age, this is what we have to educate about.  I would argue that everything can be the first column, less than one month.

My son Jack, hearing aids at three months.

My son Luke had a hearing aid at one month, just to stimulate both nerves and then as it went on, he showed us that he needed an implant or two which he does not want a second one by the way.  He just said he doesn't want it.  But I've venture to say that all of this can be done in one to three months.  The initial testing, the diagnosis, beginning to wear hearing aids and referring to early intervention.  In the grapevine, there is a thought that the 1, 2, 3 will be instead of 1‑3‑6.  So it is in the grapevine, but it is also going to kill our data because three to six months is when a lot of stuff is done, which is still fair because the study that says if hearing impaired children get their intervention before six months, they will be developmentally on par with their hearing peers.  I cannot remember her name, but anyway... she published that.  So it sticks in my mind.  Six months, hearing peers.

So a specialist to whom you would refer in the study or survey, it was poor.  I mean ENT, genetics, ophthalmology are in the top three and audiology are where I would send kids to.  The nephrology is the kidney and it is of reason that you do that is the kidneys and the ears developed at the same time, in utero.  I don't know why.  But they develop at the same time and in the same place.  So if there is a problem with the ears, there could be problems with the kidneys.

Risk factors for permanent late onset hearing loss, there is the syphilis again and then all of the other ones, they all are risk factors and these numbers are not close to 100.

Candidates for Cochlear Implant; we heard, if you are here before me, any amount of hearing loss pushing toward that, but profound bilateral is only 89%.  And you know this is obvious, we know they did not have enough training.  And then confidence in talking to parents ‑‑ I would like people at least in the "Somewhat confident" in terms of talking about the newborn hearing screening process, the causes of hearing loss, communication sign versus oral, consequences of unilateral loss, consequences of bilateral mod to profound loss, candidacy for Cochlear Implant, and what to do next.  It's  what I'm trying to convey to doctors too.  You don't have to know what to do.  You have to say I don't know, but then you call somebody.  Rather than just say do not worry about it, say I don't know and call or ask.  And that is what I do.  I was not the best medical student in the world, but I had people who are older than me in med school say okay, you don't know the answer, but you know where to go to get the answer.  I mean that is true.  It makes you smart too.  Like you don't have to know everything right away.  A lot of medical students and stuff, they go do ophthalmology and stuff and not pediatrics.

I could be a psychiatrist ‑‑ no.  I am just kidding.

Here are all of the hats again.  And I have the families of children with hearing loss is super dark because that is what we have to concentrate the most on.

This one I stole from the Texas connect resource and I will go through it fast.  I am doing all right.  I'm am on time.

Texas connect resource; it is 12 topic cards.  But think about this ‑‑ all of this stuff ‑‑ like all of us thinking about this.  It looks overwhelming.  And all of these parents are not like us.  They are not as educated.  They may be less educated, but smarter than us.  But anyway it is crazy.  It is a crazy amount to have to teach someone.  And they look for guidance.  That is why we should be there guidance.  And doctors too.  Is a Chapter Champion, I have to talk to doctors unfortunately ‑‑ no.  I'm just kidding.

But I have to talk to them and say look they are in a vulnerable position and they learned something that is hard and they need help.  So they have 12 flashcards.  So test used to assess hearing.

Types and causes of hearing loss.

How a hearing aid works.

Tips for infant hearing aid use.

When and how of Cochlear Implants, when do you needed or when do not needed.

Communication options.

Deaf culture.

Early intervention.

Effects of hearing loss in one ear.

Middle ear problems.

And 11 and 12, they have problems later.  And they need the same things.  They need to know what an audiologist is and what an audiogram is.  They need to show this picture to people.  They don't know you are going to go into a claustrophobic booth with your baby who is scared of things and a stranger is going to sit right there and a stranger on the other side of this window in here with the computer is going to stare at the baby.

Like you have to bring it down and explain it at the very most basic level.

I had parents tell me ‑‑ I sent them for a hearing test, which I do is instantly by the way ‑‑ like it is the most easy thing to do.  You want a hearing test?  Okay.  You will get a hearing test and that is it.

I would rather rule that out and worry about other stuff.  That is just me.  And I try to convey that to other people.  But nobody knows what an audiogram is.  I was joking by audiograms by our third child.  Because Jack was in the middle.  Jackpots' audiogram was in the middle of the audiogram.  And Luke's occur was going toward the bottom.  So I said there is a wearing a hat with a humor.  I say can you turn that upside down, please?  I said I would rather really look at the audiogram upside down.  And the audiologist was like, "Okay, how can you guys deal with this with humor?"  And I am like ‑‑ it was an innocent question that she ask, but I said, "What else are we going to do?" that is what I tried to teach people.  You got a bad diagnosis.  Just go from there and each day you deal with it.

Cystic fibrosis, cancer, you name it, any diagnosis.  You have to take it one day at a time because you cannot change it.

So how we can work on changing it ‑‑ audiology ‑‑ I put this in here which is how to increase access to pediatric audiology care.  Audiologist need to be able to talk to parents, just like they talk to all people that lost their hearing.  I like this article.  It is a 2014.  It is how to increase access to pediatric audiology care and it encourages a minimum level of competency in pediatrics.

Offer high‑quality clinical placements so you can actually work with children.

Recognize services that demand special expertise in pediatric audiology.

Look to educational audiologists is a great resource.

Address the opportunities and challenges of telehealth.  It is a because we do you put the equipment?  Will they have enough babies to put the equipment to remote in from the major medical center?  It is a little tricky because that equipment might have to move, that telehealth, but that is a different thing for a different talk.

And then continue to educate yourself.  All people in here, you know about EHDI because you are at a EHDI conference.  Send this out to people that are not here that maybe just want to do an adult audiology.  And say no.  You are going to see kids sometime.  It is inevitable.

So EHDI‑PALS; I don't know if, you know, about this, it is the pediatric audiology registry where they register on here and there is information on resources on that side and then over here if you are looking for a place or pediatric audiologist, they should be registered on here and if you are a pediatric audiologist or an adult audiologist that will see kids, you register on here.  So then we have a big part of pediatric audiologist to draw from and they are all ready.  Like they are not going to be telling people you are not going to get a job.  They are going to be like okay bring your child in.  I am here for the hearing loss or to diagnose hearing problems.

So be there for them.  Okay.  I know there are a lots of cards, but I just kind of want to go through some things.  Types and causes of hearing loss; you have to go through that with people.

How a hearing aid works and what it does and why you want to choose the one you do.

Why you need molds every three weeks or every six weeks.

Parents are not going to know you know that hearing aid bold doesn't fit?  Like why does it not that?  Well, they grew.  I mean it is like something simple you just have to tell people.

Hearing aid styles let people want to know what kind of one to buy.  They are not worried about what hearing aid style ‑‑ I put one in the canal and it is too small for your child.  And you want to put a hearing aid on the ear behind the ear, but then you want a little alligator clip to clip to their shirt so it doesn't fall off into a toilet.  I know I am obsessed with the toilet thing.

(Laughter)

I just see myself putting my hand, going down there, but anyway... so what is the best hearing aid that helps me?  This is on hearing.com, but you have to think about styles of hearing aids.

Infant hearing aid use; this is the toilet stuff and this is do they want to wear it and do they not?  Usually, I see little kids with glasses; they know that they can see better so they wear them.  And little kids with hearing aids, they know that they can hear better so they wear them.  Some are just being difficult.  They don't want anything on their ears so they take it and throw it or they are being resistant, but that is another behavioral thing that typical parents don't need to deal with, but parents of children with hearing loss need to think about.

And telling a babysitter what to do if you don't see the hearing aid on the child.  That is a good one too.  Panicked.  Call us.

When and how to have Cochlear Implants is a whole thing, of course.

Hearing, communication, early development.  Will a hearing loss affect my child a's ability to learn?  What role does hearing have in a child's development?  How can I help my child to learn?  What do people mean by options for communication?  That is a simple thing.  Encourage early communication.  My brother‑in‑law just came out of left field with that doubt that you know we need to sign language ‑‑ the baby cannot hear so we need sign language.  Sometimes it is just like okay, we need sign language or need to communicate.

Okay.  I get on tangents.

Options for communication ‑‑ what is the difference between a language and a communication method?  What are the most common options for communication?  And this is from AG Bell's website for children with hearing loss, there are four primary communication outcomes, each tied to an approach to language.

Listening and spoken language.

Cued speech language.

American Sign Language, bilingual and bicultural

And then total committee indication method.

And then on being Deaf, what does it mean?  Like it is a culture, but what do you mean by that?  Like you have to explain that to parents too.  Like do you want your child to use technology and act like they are hearing?  Because you know it is funny.  My sons where hearing aids and we tell them all the time and they tell us we are Deaf.  Might oldest, Jack, when he has his hearing aids off, he can hear a little bit, more than Luke, but he is still Deaf.  And if one hearing aid goes out, he gets as upset now at 16 as he does when he was two or three.  It is stuff you have to deal with as a parent of a Deaf child work you don't have to deal with it.  Other kids freak out for other reasons, but this is because ‑‑ and now Luke's implant too, he is fearful of a battery going out.  He will bring to or three batteries to school.  Why I say?  Well, if you ‑‑ if your implant ‑‑ sorry I keep stuttering ‑‑ if your implant battery dies, maybe you want to learn a little bit of sign language, you know just in case?  No.  I don't want to do that.  So he knows what he wants.

Does he want a hearing aid and an implant or implant and a hearing aid?  No.  He just wants one implant.  Does he want a second implant?  No.  He does not want it.  And that is what we really did.  We said okay, you get one, one free, but then the second one is your choice.  I don't know why.  I mean, every parent you talk to, do you let them make their own decision?  We are hearing parents and we want our kids to hear, but you have to think about that they are not really hearing.  They are Deaf.

But you are letting them hear to communicate with others.  It is kind of weird philosophical kind of thing, but... Okay, I will move on ‑‑ a tangent.  Early intervention services.

This is in Texas, but this card and I intentionally make these slides a busy because you get the impact of what it is for a parent to hear about this stuff.  This is from the National Association of the Deaf.  This is from their website.  Early intervention services include, but are not limited to:  Blah, blah, blah, down the list, speech, sign language, cued language, oh, OT, PT, psychological services, service coordination, vision services, assistive technology devices and then transportation and in all of the states and at this conference, it is huge.  Transportation, getting people to get the interventions that they need is hard.

Early intervention services are provided by qualified personnel and then you get all of the different hats that people get to experience along their journey, and all of them talk to people differently, they talk to their patients differently.

And then the pediatrician was the last on that list and really it should be up and more should be on this list.

And here is this crazy one, the IFSP must contain ‑‑ so how is the average parent going to know this stuff?  It like it is so overwhelming, a statement of blah, blah, blah and then it just keeps saying, "Statement of" statement of infant or toddler's levels of communication development, cognitive development, social or emotional development, adaptive development.

The statement must be based on objective criteria ‑‑ that is the first one.  If they do a search and they get okay, my child is Deaf ‑‑ so they get the National Association for the Deaf comes up on the search and then they are like IFSP?  IFSP?  What does that mean?  And then you type IFSP and you get this.  It is a little bit overwhelming.  Here is a think that all of us in here know about this.  We have to spread the word out that this is an overwhelming thing.

Here is what the IEP meeting looks like, right?  But that is what the IEP meeting really looks like.

(Laughter)

And even for me and my wife, like my wife was on the other side.  A speech language pathologist and you know she runs the IEP meetings on this all the time.  She knows it from both sides, but she also knows that it is still overwhelming when you are at the head of the table and everyone is like looking at you, one of the early IEPs.

Now I just go and I'm like okay in the boys are okay.

The boys are probably on like five or 10‑minute deaf and hard of hearing itinerant consults now.  And that is what early intervention did.  So I have to let convey that to people too.  It is like early intervention; you know I was going to therapy every week on Wednesday because I am off and my wife works and then she was home for other sessions.  And just one after another, after another.  Like if you knew then what you know now, would not freak out some much.  You know?

And that is what you have to convey to other people, or at least I can say you know when my kids were diagnosed, I cried like a baby.  And when my third was diagnosed, I called from the St. Louis Children's, he was diagnosed, and I called and I said Chris, Chris Clark, Chris I got another one for you, through the tears I was saying that.  And then ‑‑ you know you don't know when it happens.  But that is what we all know kind of what this all involves.  So we have to convey that to people.  And I get like on my philosophic tangents.  But anyway... Gallaudet put these things out too that I wanted to stick in here.

And there are other things to worry about the typical kids don't need to worry about.  Like the unique needs of a Deaf child in the classroom, preferential seating, and you know now from the lectures today that it doesn't matter because people come at you from different angles and teachers don't stand still.

Personally when I have the ADHD kid in the office, up with the child in the center of the classroom because the teacher moves around all the time.  But then they are more distracted because they have all of these distractions from different directions.  It is a tough call.

It is much better than putting the kid in the corner, which a lot of kids get that done with ADHD too.  But then hearing loss, if you have unilateral hearing loss child and the teacher thinks to put the child with the bad ear against the wall... You know you have to teach, teach, teach them not to do that.  Fostering social connections, I'm mean kids with hearing loss have social issues.  Not necessarily bullying issues, but social issues because there may be only five kids in the school that are Deaf or mainstreamed anyway.

Accommodating deaf and hard of hearing students in schools, reaching out, parents as partners.  You probably heard that and some Guide By Your Side lectures ‑‑ 10 minutes?  Okay.  You have to learn what IDEA and what Section 504 is and if your child is a visual or auditory learner.  It is a lot of stuff.  Tips for the classroom and encouraging family engagement.  That is a huge thing that is lacking, but if you have that, it makes a lot of things easier.

Here is just a quick slide on things you need to worry about.  Like do this and don't do this.  Use subtitles, but don't put content in audio or video only.  And is all of these tiny, tiny things.  And then conditions and considerations for students with additional learning challenges and it is like a honeycomb thing of things to worry about.

Like at each level of your child's growth, like now they are 16, 14, 12, my kids, but they were like five, three, one and they were six, four, and two.  And then you have one in high school and one in middle school and then one in elementary school.  It is hard.

I like this.  I just like to throw that shirt in there.  You cannot scare me; I have survived IEP meetings.  You are ready because you faced the monsters and you can wear this shirt and you can wear it to the next meeting.

Middle ear problems is another card and that is other types of hearing loss and then hearing loss in one ear.  And you guys learned this at the plenary ‑‑ plenary.

And then there is the, "Welcome to Holland." If you spend your life mourning the fact that you didn't get to Italy, you may never be free to enjoy the very special lovely things about having to care for a Deaf child.

So this is your vineyard, you are looking for these in Italy.  And this is Holland.  And you are looking for windmills and Holland, but you are in Sicily.

So you know you are looking for one thing, but the other is good too.  Does that make sense?  Thank you for your attention if you have any questions.

(Applause)

Any questions, please ‑‑

GUEST:  It is not nearly as important as probably any question that you see coming, but what held did you find it was best?  Did you go with a dial?  Because I have a bilateral Cochlear Implant user ‑‑

DANIEL MORRA:  There is a dial online, dial online and also you have to watch because Cochlear Implants ‑‑ need a headband probably ‑‑ he did not like it.

GUEST:  Did you go with like the Under Armour skull ‑‑

DANIEL MORRA:  My son did not like it.  I just coached.

GUEST:  I am not coaching.

DANIEL MORRA:  Which is terrible ‑‑

(Overlapping speakers)

DANIEL MORRA:  Like I had to coach because my son with hearing issues felt more comfortable.  You know like I don't know, maybe I've babied him.

GUEST:  Well, my husband ‑‑ my daughter feels that way, but my husband ‑‑

DANIEL MORRA:  You have to pull the helmet out a little bit and off.  So everything does not come off at once.  And any child gets upset.

GUEST:  Hi!  I am a parent with our state EHDI system and we are doing a webinar on Thursday night for pediatricians.  I wondered if you had any advice for them about just maybe one or two take besides the usual thing that EHDI is going to give.

DANIEL MORRA:  Order hearing test.  If someone is concerned, just order a hearing test and like even if you just get the ABR or the OAE screener, like just order it.  I come home from this conference and I always want to do something.  But like unilateral loss, kids with ADHD, I am sick of diagnosing with ADHD.  I am hoping I can find a couple of unilateral hearing loss that if I make that better, I don't have to diagnose them with ADHD.  I say the kid cannot hear right.  But kids are so bored in school.

GUEST:  May be checked the hearing before ordering the speech.

DANIEL MORRA:  Right.  And then I asked all of the parents do you think they can hear?  I asked them all of the time.  I ask in the newborn nursery, newborn visit, I say, "Did someone tell you that your newborn hearing screening was pass or fail?"  And they say yes or no.  And it is good.  The hospitals around me are pretty good.  Anybody else?  Any questions?  My info is here and my e‑mail is here and my cell number is there.  And I'm on this app.  So if you want to get me ‑‑ as you know, I like talking about the stuff.

GUEST:  I was looking on the Gallaudet website and they could not find the sort of cards that you have.

DANIEL MORRA:  The cards that I have?  I will look that up for you.

GUEST:  Okay.

DANIEL MORRA:  I will find that after we are done.  Anybody else?

GUEST:  Thank you.  I had a question.  We work in New York State as part of the EHDI program and I have a really big push.  Our information system is housed in the same system as of the immunization system, but you have to click an extra button to look at it.  Do you have any recommendations?  We are actually starting a bunch of regional meetings with pediatric societies across the state into how ‑‑ like, please, get connected with our system, how we can go about educating pediatricians to do that in our state.

»:

DANIEL MORRA:  How they would what?  Submit information?

GUEST:  Just look.  So they have access ‑‑ so in our health commerce system, they use something where all of the immunizations are.  They can access the EHDI Information System with the extra click, but nobody clicks it to look at the newborn hearing screening results.  That is the feedback we are getting from the pediatricians and they say they just ask the parents and then take them at their word kind of situation.  So nobody is utilizing ‑‑ do you utilize your state information system to follow the screening results?

DANIEL MORRA:  I look for it every time a newborn comes in and the metabolic screening is a little trickier because in Illinois it takes about two weeks for them to do it and they were down to ‑‑ and I know why ‑‑ but it used to take two weeks and then it would take a little bit more than two weeks and then it went down to one week and then back up to two, two and a half weeks and that coincided with Illinois not having a budget.  I don't know about Illinois' or New York's problems with that.  But it makes sense that they would not hit the button.

GUEST:  They do not hit the button.

DANIEL MORRA:  It is just an extra click.

GUEST:  They do not think they can click it.  They do not think they have access.  Like they are like what is this doing?

DANIEL MORRA:  That is pediatrician by pediatrician.  Like the EHDI champion in New York needs to kick them.

GUEST:  Yes.  But we are looking to educate our physicians across the state.  It is a big state, but I think we can do a lots of work with all of the physicians.

DANIEL MORRA:  What do you guys do?

GUEST:  I am the EHDI coordinator for New York.  And this is our education and training contractor.

DANIEL MORRA:  Got you.  Anybody else?  I guess I am out of time.  One more?  Go ahead.

GUEST:  I am with Alaska ‑‑ you are lucky.  We don't have an education person, but we have a few different systems of care.  In one of the systems, I was talking with the head pediatrician and he really felt like all follow‑ups should go through ENT and audiology.  And I am working with the ENT to try to convince him that really the nexus should be in his office.

DANIEL MORRA:  In the pediatric office?

GUEST:  Yes.  I cannot get to his people unless he is a green.  But they are not going to go to ENT just for a hearing screening.  So do you have any tips to try ‑‑

DANIEL MORRA:  May be guy from New York will kick the guy in Alaska.  I would get the guy in New York to do it.

GUEST:  Like if we have small offices, like this is a pretty good size ‑‑

DANIEL MORRA:  Who is the Alaska champion?

GUEST:  Jen Scopal.

DANIEL MORRA:  Is it close to retirement?

GUEST:  I don't think so.  It doesn't look that age to me.  But maybe we were kind of see if we can get both the ENT in the Chapter Champion to kind of swing in.  I would love to take parents ‑‑

DANIEL MORRA:  May be the ENT can tell the pediatrician that it really should go through him first.

GUEST:  Because the audiologist ‑‑ vacancy everyone's medical record.  Like he went over there.  And they have the hearing screening results.  And they just did a three month follow‑up on the kid who stood us up for appointments and it was never mentioned.  And so we are like really frustrated.  So we know there is some work to do there.  But I don't know if you have good connections or anything.

DANIEL MORRA:  Connections in Alaska?

(Laughter)

I have no family in Alaska.

GUEST:  Okay.  Thanks.

DANIEL MORRA:  Sorry.  My New Jersey came out.  All right.  Go catch your flight ‑‑

GUEST:  Sorry.  I have a quick question.  Hello.  I am with the Illinois EHDI, but I was just wondering with New York folks, so I use to be ‑‑ I am with Illinois EHDI now, but he used to be the follow‑up coordinator with Iowa EHDI a couple of years back.  In that role I found out that one of the strategies that we used was with our physicians of making or requesting the nurses to flag the chart.  If the newborn had a failed hearing screening, if it was an electronic version, than a red alert or like some sort of a would pop up on the screen and that would make them look at it or, you know, like you were wondering how to make them push the button.  So if it was filled, would pop up.  I am not sure now what your capabilities are of your data system, but that is one of the things that they used.  If it was a paper chart, they would put a note in there to bring it to their attention.  I don't know if it helps.

DANIEL MORRA:  Do you have the same medical record?  No.  You have the state system, right?  And they work on the medical records?  Can they interface?  No?

GUEST:  I don't think so.

DANIEL MORRA:  It cost a good amount of money to interface that stuff.

GUEST:  Our alert systems don't do that ‑‑

DANIEL MORRA:  Yes, and then it is HIPAA and all of us to.  Like HIPAA's unproductive and it doesn't help you do things.  Like she was saying that the one thing ‑‑ what was it that just got ‑‑ okay consent ‑‑ consent.  Consent for EHDI and the public to talk to each other.  That makes sense.

But all right... Have a good day everyone.

(Applause)
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