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>> JACK LAVINE:  Good afternoon.  My name is Jack Lavine.  I'm a developmental

pediatrician and on the national EHDI task force.  Brenda, who will introduce

herself, and I will do a survey of pediatricians in New York State regarding the

practices in the EHDI program.

>> BRENDA KNUDSON CHOUFFI: As you can see from the screen, I have a very long

last time.  Most people won't remember it.  You hear the name, you won't recall

the person, so I'm going to give you a little visual.  I was named after comic

strep Brenda Starr, in the 1950s.  She had red hair, was a reporter.  So if

you remember me as Brenda Starr and the last name is Chouffi, which is a

combination of chocolate and coffee, you will remember me.  Brenda Starr likes

coffee.

As Jack said, we'll be talking about a survey we did in New York.  We had

stakeholders meetings at the EHDI conference and last year we met and talked

about what we wanted to do.  This is actually one of the activities we

identified as something we wanted to do in our state.  I'm the EHDI coordinator

in New York State but also the Part C assistant director.  So I have a dual hat.

So you get busy and don't do things, so Jack called and said, aren't we going to

do something?  We said, yeah, we're going to do something.  We put together a

survey, shot it out through the AAP, got the survey back, and it was a fast and

furious thing, but we met the timeline and will give you some results.

Most of you know the EHDI components of the -- the NCHAM EHDI components and

concentrate -- I can't do two things at the same time.  Okay.  We're going to

concentrate on the medical home, because we feel that this is an area where we

can put some effort and time for our last follow-up children in New York State.

Your primary care providers are key components in lost to follow-up and we want

to find out what's happening and going on with the primary care providers in the

medical home in New York State.

>> JACK LAVINE:  So medical home, which I think all of you have heard quite a

bit about, and yesterday we spent hours discussing it.  I think tomorrow morning

it will be discussed.  It's really a good pediatric practice.  It's doing what

it's supposed to be doing, taking care of kids.  The criteria, characteristics

that have been outlined via the American Academy of Pediatrics, it's accessible,

it's family-centered.  In other words, the physician and the parents are

partners.  The physician realizes that the parents are the expert when it comes

to the child and what the child's needs are.  It's continuous over the whole

life of the child, over all the child's needs, comprehensive in dealing with

mental health issues, developmental issues as well as medical issues.

Coordinated -- not only medically coordinated but also as far as non-medical

needs go and compassionate and culturally effective.  While it was originally

developed to deal with children with special healthcare needs, it's now applied

to all children and adults as well and is becoming one of the models for primary

care.  This is the 1-3-6 algorithm, which hopefully you've seen at least ten

times today, and this outlines for the medical home what's supposed to be done.

By one month, the screening should be completed.  By three months, the

diagnostic evaluation, and by 6 months intervention services.  Also, which some

people forget, these are all the risk factors that pediatricians are supposed to

be aware of in terms of referring children outside the newborn period.

So what are some of the challenges to the medical home regarding the EHDI

program?  Well, the first one is -- and I forgot the change -- relatively low

incidence of severe hearing loss, because it depends on how you look at it.  If

you look at it in terms of congenital problems, it's not a low incidence, but if

you look at it in terms of chronic problems pediatricians see, it is a little

lower on the scale, plus, it's not even really clear what the incidence of

hearing loss is because the more and better screening we do, the more we realize

it may be closer to 6 per thousand than 3 per thousand, and it depends if you

include moderate hearing loss as well.  There clearly is a lack of physician

knowledge and education in many areas of the EHDI program.  This has been shown

in a number of studies, and we talked a lot about that yesterday.  Karen Munos

has done a lot of work in that area.  Different disciplines use different

terminology.  It gets confusing.  The term follow-up, 15 minutes ago I was

talking to John and it's not clear what everyone means when they say lost to

follow-up and lost to documentation.  The screening of the hearing program has

caused problems in that some doctors have misconceptions about the program in

the sense if a child is screened at birth, that's all that needs to be done, and

that the screening program and the State take care of all children who have

hearing loss in some way or form.  Getting newborn results are still a problem

for some doctors, and we're going to talk about that a little bit.  This whole

new concept of retesting in the office after a failed in-hospital screen has

presented unique problems to the medical home.  Family support, which is a

critical part of the medical home and of supporting families and treating kids

with hearing loss, some pediatricians find that difficult to do, and there's no

real formal training in that area.  Working with early intervention is still a

challenge, not just because with hearing loss, but with all kids with

developmental issues.  Working with community agencies in general is something

that pediatricians may have difficulty doing.  Again, we're not trained to do

that and, yet, in order to provide excellent care for children with hearing loss

and for their families, we need to work with the community agencies and

non-medical resources.  And the last, time and financial constraints, which are

really on everyone's mind these days and can interfere with the medical home.

>> BRENDA KNUDSON CHOUFFI: okay.  So as I said earlier, we decided to do the

survey.  We had to combine the goals of the EHDI program, what we wanted and

what was the purpose of the survey and what was Jack and the American Academy,

what was he looking for.  And this is the outline of what the purpose of the

survey was, and I think you can read it.  We're trying to find out what is

happening, what are they doing about follow-up, and also this rescreen in the

office was a light bulb thing for Jack and he wanted to find out how often it

was happening in New York.  So our survey design.  We did a combination, took

questions from a variety of surveys as you can see up there.  We added our own.

We tweaked it.  I think we learned a few things about survey design as we went

along, so if you replicate this, we'll give you some suggestions on how to make

improvements on it.  So these were the three things that we used to develop our

survey.  Our survey results.  Well, our survey got pretty long.  We had to

shorten it.  You won't see all of the questions answered in this presentation,

but we had some general questions, we had some specific questions, we used

demographic questions and survey, and sent out the survey through our local

chapter through the American Academy, and it was sent out, supposedly, to the

American Academy of Pediatrics and thought it was sent to the family

practitioners but only got some results so had some questions did they receive

it.  In the American Academy of Pediatrics in the chapter in New York we have

about 3,600 chapter members.

Okay.  Our results.  I said 3,600.  We had 160 responses.  Out of the 160

responses, 150 were actually practicing providers with this age population.  And

you can see some of the demographic information -- how many years with the

population that they served.  I'm going fast because we have a lot of slides to

get through, and I'm from New York and everybody in New York talks fast.  Okay.

Type of practice, 88% of them were pediatrics.  You can see the rollout of the

rest of them.  If you add it all up, it does not actually come out to be 100, it

comes out to be 92.3.  There were some people that filled out the survey that

were not in practice.  They were retired, so that's where we get the others that

didn't respond to that question.  In the practice, most of them were in private

practice.  62% responded they were in private practice.  Okay, again, some

demographic information, what the makeup was, the location.  We are looking to

see if there was a difference, and we haven't really analyzed that information,

but that's the breakout.

>> JACK LAVINE:  The doctors see a lot of kids, a median of 50 a week and a lot

of young children, so 62% were in private practice and we looked like we would

get at what we were trying to find out.  Okay.  Well, forget where it says 152

children.  It's 152 doctors that responded.  But what we found right from the

beginning, and the first question was how many children with hearing loss have

you seen in the past three years, that half of the doctors who responded had

only seen 0-2 children with hearing loss in the past three years in their

practice, and that 5, 6 of them, most by far had less than 5 children in their

practice.  Some of these when we looked at the information were actually

specialty practices and doctors who specialized in children with hearing loss.

So most of the doctors that responded had very little experience with hearing

loss in their practice and, furthermore, when it came to how many people in

their practice had failed the hearing screening in the last year, 50% of the

doctors who responded that 4 or less kids in the last year who had even failed a

hearing screen.  So, again, you know, the challenge that it's looking like we're

facing is doctors don't have all that much experience with this.  So it's not

the kind of thing they have constantly in their mind or constantly going on in

their practices.  As far as, you know, do you receive the hearing screening

results from the hospital, still, in spite of everything, 20% of the doctors

responded they received results 80% or less of the time so that, while most

doctors did, of course, receive hearing results in a timely way, there are still

plenty of doctors in New York State who are not getting results from the

hospital.

How do you get results?  Well, you can read this for yourself, but the

interesting thing to us is that half of the doctors -- and you can answer more

than one of these -- so half the doctors responded that they are relying on a

written report that the family brings with them, and a good third are relying on

a verbal report from the family, so that the -- a huge amount of dependence on

the parents to report and a lot of pressure on the parents to understand.  If

anyone of you are in practice and ask someone about a hearing screen, depending

on where you practice, it's not uncommon they're not sure what you're talking

about and you might be talking about the hepatitis B vaccine.  This is of some

concern as well.  Half the doctors did say that the hospital sent the results to

them.  What if you can't get results?  Well, if you can't get results, some of

the people screened in their office.  And this was the first time that we really

saw this idea that doctors might be taking on themselves, doing the parents a

favor, rescreening in their office.  Some of them -- half of them, at least,

refer for screening, but others, apparently, if they don't get the results, they

don't necessarily act on it, they just watch the child and/or speak to the

parents about it.

What about challenges facing checking for results?  42% of the people responded

there was no mechanism -- no standardized mechanism they had to get results and

that they had difficulty in getting results from the hospital.  Other people had

no problem.  A few people had no problem.  Some people said the hospital takes

care of it.  Again, about a third of the doctors said it's the parents'

responsibility to get the results to them.  Again, I think that's putting a huge

amount of responsibility on the parents, and it also clearly is going to be much

more effective if the parent and the doctor have a very good relationship.  If

it's a one-time visit, the parent and doctor don't have a good relationship,

it's really -- the doctor is really dependent quite a bit on the parent to get

this information.

As far as who gets retested, well, at least -- I mean, in New York State, most

of the babies are being retested when they fail, which is a good thing, and most

of the doctors were aware of that as well.  A few said that 85% or less of their

failed hearing screens were being retested and that clearly isn't a good thing.

But it's not -- some of the answers were not 100% clear what people meant by

them, but it looks like most doctors feel that their failed hearing screens were

being retested.

>> BRENDA KNUDSON CHOUFFI: Survey design, when you put "other," you'd be

surprised what goes into "other."  As Jack mentioned, the questions were select

all that apply, so when you look, you can go back to the actual person who

filled out the whole survey, you might find out they checked all four things

plus put "other," so your survey design makes a big difference in the results

you get back.  So that was a learning experience for us.  Also, I need to make

mention that, in New York State, we do not have a centralized data system, we

collect aggregate data, but we are in the process.  We change legislation and

have the authority to collect individual child-specific information.  That

change took place 1-11-11.  So we have that ability and we're in the process of

developing a data system so that we can collect this information.  So knowing

that we don't collect this and the doctor can't follow up, but in our new system

they will be able to, we have procedures in place in New York State about who's

supposed to be responsible to do what.  When a child fails, what the hospital's

responsibility is supposed to be, what the primary care provider's

responsibility is.  We found out in the survey the primary care provider don't

know if a hospital might be following up, may be connected with their own

prevention program, but the communication is not happening and there's not one

central place where everyone understands what's happening with that child and

family.  I'll reiterate what Jack said.  We're concerned it's the family's

responsibility to bring back a lot of this information.  When you have a child

that is born that may have a hearing disability, a confirmed hearing disability,

you know, having the parent remember what was said to them, bringing it back to

the primary care provider or having various stakeholders giving them information

can be very confusing, so we need to address that in New York State.

So this question was, you know, if you -- if the infant child failed their

screening, what do you do?  Again, this was one of those you can check off.  As

I said, we have procedures in place at the hospital, they're supposed to follow

the child for 75 days.  If they do not reengage the child back into having a

rescreen, they are to make the referral.  If the parent doesn't object to our

child find.  There's a whole process that takes place.  Obviously, this slide

and these results show us that we're not doing a very good job communicating to

the medical home on what they're supposed to be doing.

>> JACK LAVINE:  This question we interpreted to mean that if you did refer a

child for audiological evaluation or rescreening, what did you do after the

child failed the newborn screen, and you can see that, interestingly, most of

the doctors will follow up with the parent, ask them did you go, what were the

results.  Again, putting a huge amount of pressure on parents.  Close to half

had their staff make the appointment for The Apartments.  64% gave parents

information, didn't make the appointment for them.  About close to half actually

followed up with a testing facility.  So, again, there's a lot of pressure on

parents, apparently, to follow through on these and to keep things in order.

Now, we had a couple of questions about rescreening in the office.  You know,

this, of course, relates to lost to follow-up and lost to documentation.  If the

children fail and are rescreened in the office and they pass and it's not

reported, then those kids are lost to documentation.  So 25% of the doctors that

were in the survey rescreened newborns in their office if they failed the

hearing test.  That's not 25% of all the kids in New York State but 25% of the

doctors who responded.  About 50% of doctors are able to rescreen in their

office and that's because they use the ABR to screen all the children, but they

use it 25% of the time to screen newborns who fail.  Clearly, the large majority

use an OAE.  A couple use an ABR.  Nobody did an ABR and then an OAE, and 8% did

an OAE and then an ABR.  And who does the screening in the office?  Well,

clearly, it was mostly nurses and medical assistants.  Who trains them?  We

didn't ask that question.  If they're trained, we didn't ask the question.

Interestingly, almost every doctor who responded they screen in the office --

>> (Inaudible).

>> JACK LAVINE:  The red is medical assistant or lab tech.  Clearly, almost

every doctor who responded they screen in the office felt it was a positive

thing they were doing and contributed to quality of care.  Now, when you do

rescreen, who do the doctors report results to?  Well, parents.  Very few

people, 12% report it to the State EHDI program, and the rest report it to the

hospital.  But, again, it was reported to the parents, and those kids are

probably not really documented in the state EHDI program.  Now, if the newborn

did not get screened for some reason, you know, 90% of the doctors thought that

wouldn't happened, that they never once had a baby who was not screened.  Most

people will send the baby for referral, but that 25% will take it upon

themselves to screen the baby in their office, even if they did not get the

screening in the hospital.  Still a lot of pressure on the parents.

>> BRENDA KNUDSON CHOUFFI: Fail screen, rescreen referrals, the green is in

the JCIH recommendations, and this was the response based on those

recommendations.  The other was just nonsense information that was put in there.

Okay.  Risk factors, when to refer for an audiological evaluation, they

responded, again, the other really didn't have a lot of information, but mostly

was developmental surveillance, some kind of connection with surveillance, some

kind of connection with audiological evaluations.  So they actually were

referring in a pretty good fashion.  Again, this was the JCIH risk factors which

most of you are quite familiar with.

Primary source of information, the question was where do you get it.  Again,

they can select all that apply, and this is the breakout.  You probably can't

see.  The purple is pediatricians AAP, which is 21%, and the research literature

is kind of the rusty red to the left-hand side, that was 25%.  I think you can

see the yellow.  The other red is State EHDI program, 12%.  In conferences, 19%.

Again, the other didn't make sense in what they put in there.  So, again, survey

design -- you know, you ask, they'll put something in there.  If you don't ask,

you don't have anything in there.

So our summary, Jack.

>> JACK LAVINE:  Only 2% of the pediatricians said they got information from

their chapter champions.  Anyway, to summarize the points we felt were

important, although I'm sure you guys have other things you feel are important,

is the whole concept of office rescreening, that 25% of the doctors are

rescreening in their office, good or bad, supported or not, technically correct

or not, that most of the doctors had a lack of experience with hearing loss and

managing failed screens, which I think is probably pretty common for

pediatricians not to have that kind of experience.  I think the emphasis on the

parent-doctor relationship and the pressure on parents I think is a really

critical point and, you know, I know that the State EHDI program is working hard

to get a parent advocacy group in New York State, which will only be helpful,

and probably speaks to parents needing a helpful hand needing to get through the

whole process.  There still is difficulty in obtaining results.  Clearly, you

know, a doctor's knowledge of all of the aspects of the EHDI program, risk

factors, what to do with kids with risk factors, et cetera, I think needs to be

still shored up a little bit, and then the big question which we'll work on the

next couple of years is how to reach the medical home.  We talked about it

yesterday and I was just in a conference on it, but that seems to be the big

question about what we're going to try to do, how do doctors want to hear about

the information and how can we present it to them.

>> BRENDA KNUDSON CHOUFFI: So in our HRSA grant application which we hope we

get funding for, we put collaboration efforts in it with our American Academy of

Pediatrics.  So these were some things that we had put in our grant application

and that we had worked with our champions and our State to begin to how can we

identify getting the medical home in, how can we do an online survey to increase

supports to the medical home, what do they need, what do they understand, what

don't they understand.  And again, have an advisory group regionally to get

input from the Academy.  The pediatricians in New York State.  So three things I

want you to remember when you leave here -- we've come a long way, we have a

long way to go, and I think most states are going through that and it's a

process, but we've made great strides.  I think all states have them and we'll

continue to make those strides.  I'll steal from John.  Remember the four Rs.

There are four rights that you need to remember.  We need to have the right

information with the right person, the right time and the right format, and I

think that's what we're going to try to strive on.  You know, we're just not

there yet, but if you remember the four Rs, that will help.  And the last

thing is who remembers my name?  For those who came late, they won't know.  So

say it out loud.  Brenda Starr likes chocolate and coffee.  Okay, questions?

Way in the back.

>> (Inaudible).

>> BRENDA KNUDSON CHOUFFI: I don't think we looked at it --

>> (Inaudible).

>> JACK LAVINE:  We didn't look at that information.  I think we have it,

actually, but didn't get a chance to look at it.  But, you know, when you have a

survey monkey, you can look at see individual responses.  When we looked at some

of the individual responses, it clearly was a difference between where people

worked and the kind of jobs they had.

>> BRENDA KNUDSON CHOUFFI: John?  Let's start with you.

>> (Inaudible).

>> BRENDA KNUDSON CHOUFFI: No, we didn't ask that.  That's a good question for

the next trial.

>> JACK LAVINE:  We didn't ask, but we know the answer the that.  Probably

nobody.  But, yeah, we didn't ask.

>> (Inaudible).

>> JACK LAVINE:  I have a private practice, so I was explained lost to follow-up

to my partner, which I do frequently.  He's goes, what are you worried about?

I'm sure all the pediatricians just rescreen when they fail the hearing screen.

No way.  If you ask around, there are quite a few people that do it.  We did the

informal Chapter Champion survey and the number was surprisingly close to 25% as

well.

>> (Inaudible).

>> JACK LAVINE:  Support.  If people are doing it, they support and Training and

Technical Assistance.

>> BRENDA KNUDSON CHOUFFI: Some of the people who responded work in clinics.

They weren't a private practice.  They might have been associated with a clinic

in their hospital.

>> (Inaudible).

>> BRENDA KNUDSON CHOUFFI: Well, that's centering, because when the survey

went out, it was surprising the amount of response.  The hit was like within the

first week, and then there was a couple of stragglers coming in, then a

reminder, then another hit.  So the people who got it the first time filled it

out in a very short period of time.  Then off bell curve, a couple of people

straggling along, and then the second reminder was another hit of people filling

it out, too.  That could be a correlation.

>> (Inaudible).

>> BRENDA KNUDSON CHOUFFI: We developed the survey together and the American

Academy sent it out, the chapter sent it out, but we didn't receive any

questions, and we tried to keep it down.  There were a lot of drop-down boxes.

It was very quick to fill it out.  But surprising that other category --

>> (Inaudible).

>> BRENDA KNUDSON CHOUFFI: Yeah, I think we had the conversation in September.

We developed the questions -- actually stole the questions -- and modified them,

put it together and had everything together in two months.

>> JACK LAVINE:  We wanted to get information to start working on the

collaboration together.  So... we're out of time?  Okay.  You can leave if you

want or you can ask questions.

>> (Inaudible).

>> JACK LAVINE:  Thank you very much for coming.

>> (Inaudible).

[ Applause ]

