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>> Male speaker:  Okay, we're going to go ahead and get started.  The first 25 to 30 minutes of this session will be a couple of speakers.  I'm going to open up with a few words, I will pass the microphone to Craig Mason and he will say a number of things about the Smart Tool, about the National Pediatric Audiology Facilities Directory.  Then we'll break out into small groups.  Jackson Roush will come up and frame that conversation.  So we'll get right to the task.  One comment I would make would be that what you're going to hear over the next 20 to 25 minutes from me and Craig is the framework for a facilities directory.  When you break out into smaller groups, words can change, concepts can change, a certain approach to a certain issue can change.  So, at this point in time, nothing has been, nothing has been finalized.  We are still, what I would think, and everybody would agree with, we're very much in the developmental stage and a key part of this conversation is to get your input and again, with the understanding that we are open to a number of changes.  

In terms of this first slide, I just want to frame the issue that, that I think brought us to the table.  Now it's been almost 15 months and the issue that frames this conversation is really to just take a quick look at the quality benchmarks that were stated by the Joint Committee on Infant Hearing in 2007.  If you look at the benchmarks from the JCIH 2007 statement, there are benchmarks for screening, audiologic diagnosis and treatment.  

If you look at data reported in the literature from 2007 to 2008.  The 2007 report I'm speaking about had 76,000 babies referred for further follow‑up.  Of the 76,000 babies, referred, 1/2 received an audiologic diagnosis.  The benchmark from 2007 is 90%.  We're well below the benchmark of 90% for the audiologic diagnosis.  Of that number, that received an audiologic diagnosis, less than 50% received that diagnosis by three months of age.  

And so that also represents a quality indicator that we want to keep our eyes on and that, in a sense, frames this conversation about a National Facilities Directory.  Let me introduce you to EHDI Powells.  Families need information.  What we also know from the literature, primary care physicians lack information in terms of local services available.  If we take the concept of families need information, and we particularly underscore the issue that informed families show a much higher rate of compliance in terms of follow‑up.  We want families to be informed, we want, as part of the stakeholder team, primary care physicians to be informed about local services.  So in a sense, that provides the basis for this project.  

If we go to the key principles that I think we've all held as foundational principles over the past 15 months, the first one, seamless service provision within family‑centered context.  I think one of the points we want to make in terms of seamless service provision is the concept of tier coordination.  We talk about EHDI and the 1, 3, 6 interval, talk across intervals and not think EHDI as concrete steps.  Adherence to understanding of HIPAA, FERPA and privacy regulations.  Sometimes those get in the way of transition, among the stakeholders and to the benefit of families and the children we serve.  Having a key understanding of what the requirements of HIPAA, FERPA and what privacy regulations are and what they're not.  Delivered within context of the EHDI system.  It's incumbent upon all providers to document the data, report the data, and make sure that communication channels among all stakeholders are open.  

The fourth bullet, personnel experienced assessment and management of children's hearing loss recognizing that Pediatric audiology, and infants and children are a different population in that we need to make sure that we are educating professionals to deal with the growing number of children and families that are going to be needing our services and so, recognizing that Pediatric audiology has a, in a sense, it's almost a discipline, under that larger heading of audiology, with a specific knowledge and skill set requirement to serve families and children in a satisfactory manner.  

The fifth bullet, knowledge and test equipment, and the point I think we want to make there would be evidence‑based practice.  We need to make sure that everything we're doing, we're following the evidence and maintaining a keen eye to the evidence regarding decision‑making.  

The sixth bullet, the point we want to make there is that as an ongoing process, it provides time for effective counseling on both content and adjustment to hearing loss.  We need to think about the provision of services, not just in terms of diagnostic and confirmation of hearing loss, but in terms of ongoing services to make sure that we are providing effective counseling to the families we serve. 

Finally the seventh bullet, adherence to the 1, 3, 6 guidelines and developments, program‑developments that meet the quality benchmarks that were set in 2007.  

The next slide, why is the national directory needed?  Newborn hearing screening is most effective when linked to timely and effective follow‑up.  Here's what we know from the literature.  When hospital personnel failed to identify the newborn's primary care physician prior to hospital discharge, this is a contributing factor to loss to follow‑up.  We know, when sampled, fewer than 1/2 of primary care physicians report they actually coordinate the care for these infants.  

So the concept of a national directory that is available to all individuals in the process of EHDI is driving, is driving this concept of why a national directory is needed.  Why is the national directory needed?  Here's what we know from the literature.  Approaches to parent education are highly variable.  The content of information provided to families highly variable.  We know that there is no assurance that Health Care providers have the necessary tools to guide parents in decision‑making.  And so the concept of a national directory is to delineate centers for infant audiology services by facilities and personnel to facilitate communication and access to services.  

Next slide.  Why is a national directory needed?  If you think about the past decade, we have spent a fair amount of time on the evidence supporting screening principles and screening technologies and screening protocols.  We've spent quite a bit of time looking at diagnostic audiology protocols.  The evidence has led us to quality practices, in terms of the screening and the diagnostic process.  What we've tried to do is to coordinate quality with accountability and the idea behind accountability is to make sure that when families schedule appointments with children, they go to audiology centers that can provide the services that they are expecting and that the providers can meet the expectations of family as well. 

So we're trying to coordinate quality with accountability in the past decade, a number of documents have been available, but two I want to reference very quickly.  One would be the Quality Infant Audiology Services, the QIAS project and the ASHA 2004 guidelines on follow‑up assessment.  

In terms of the Quality Infant Audiology Services, the basic thing I can say is that this document provides a great deal of the evidence for how services are provided to families once they reach the diagnostic clinic.  Again, an emphasis on quality services.  If you look at the guidelines for audiologic assessment from infants to 4, from 2004 on the ASHA website, this provides the framework for evidence‑based practice and quality services in terms of diagnostic follow‑up for infants suspected of hearing loss.  

So again, previously I said, of the past decade, has been to coordinate quality with accountability.  Our thinking continues in terms of our working group.  Our thinking continues in terms of achieving quality through accountability and that is to develop a, a national directory that is based on levels of service, again, as part of our conversation today, how we talk about tier 3, tier 2 and tier 1.  We're seeking your input on the word tier.  Is there a better word?  We're looking for your input.  

The bottom line is, we are trying to achieve quality, quality services, evidence‑based practice through accountability.  When providers and facilities are identified, that they will be classified with the appropriate terminology, so that families and other stakeholders can expect a certain level of service from that particular entity to which they may make a visit. 

There are a number of steps in the process, I won't go through all of the steps, but basically, the CDC has created the mock‑up of the Smart Tool.  Craig will be talking about that.  When we break out into our session today, into our smaller group sessions today, we're seeking your input on any and every aspect of the Smart Tool. 

In terms of the tiered infant compatible audiology facilities, you'll see tier 3, tier 2 and tier 1.  Again, it may be that there are better terms to use rather than tier 3, tier 2, and tier 1 and how they've been organized. 

If you look at the tier 3 system, it is equipment.  The description of the facility, in‑house services, diagnostic and amplification services, medical services available in house.  You can see how we have laid out diagnostic audiology testing, amplification services and the notion in the tier 3 facility that medical services are available in house.  If you look at a tier 2 facility, this would be the comprehensive, audiology comprehensive, diagnostic and amplification services but without in‑house medical.  Under diagnostic and amplification services, what would be available. 

And in terms of a tier 1 facility, tier 1 is diagnostic only or amplification only and you can see how we have tiered that as well.  

In terms of the target audience, this is the list of individuals who we hope to impact with development of the Smart Tool and you can see that we're looking at it from the family and providers as well as the system supports.  So, we look forward to your input of the following, following the presentation and the last 30 minutes of our presentation.  

So Craig, wherever you are...great.
>> CRAIG MASON:  I apologize if I sound funny.  It's not contagious, I don't think.
[laughter]
>> CRAIG:  I don't know.  As part of the EHDI Powells, it's really kind of the two complementary functions on entity that we're seeing.  There's this online directory of audiologic providers, that'll be this interactive that audiologists can lock into.  Indicate the services they provide, update the process through the EHDI coordinator or some other designate for that state, get the information before it goes out for the whole world. 

There's the service provider piece and there's a complementary which, uh, I think is the, for me, the exciting part of it, which is that referred to as the Smart Tool, the instrument that families, or providers can log into to identify the appropriate service provider for their unique needs of their unique child.  And so, I wanted to, here, kind of illustrate what that interface would look like for the family member or the child's pediatrician or other, again, primary care provider that may log into to try to identify the services.  Or identify a provider that offers services that this family specifically needs.  

The, I want to kind of give a toss out to Sregnov [indiscernible] ‑‑ doing the same interactive approach.  This is just a mock‑up, we're at the conceptual point.  The families would log in, it gives you information, describing the purpose of what we're trying to do.  What this is for.  Then it goes into a series of questions that they'd answer for their child.  It goes, it's, rather than one long, who knows, hundreds of questions, trying to assess everything about the child, we want to make it interactive.  So that based on your initial answers to some questions, you'll get different answers for, or different questions on subsequent pages. 

So if it's a newborn baby, it's not going to ask things that aren't relevant until they're eight months old.  If it's an 8‑month‑old baby, it's not going to ask questions you didn't need.  Let's get them on time make it as useful as possible.  It goes through a series of the questions based on earlier answers.  

Part of the key, and I think a real strength of this, one of the things that led the initial discussions long ago about this was that, by having this national, having this system kind of designed nationally, it can really help for issues like border babies.  If I'm a doctor in, Colorado, I'm dealing with a family the babies born, but the baby's born in Wisconsin and I want to make a referral, I don't know anything about Wisconsin.  How do you find the right providers for that family if they don't live around you?  

All that information would be pooled.  The same, anyone from anywhere could log into one place, maybe through different sort of mechanisms to get there.  There's kind of one place that you'd be able to use for anyone.  It saves, also it saves every state from reinventing the wheel themselves.  Log in, indicate where you are.  It takes you through a series of questions.  

Then, at the end, there's, it will generate two things for the family.  One is a personalized report, they'll come back and say, based on the answers that you've provided, here's what you need to be looking at, here are things to think about talking to your pediatrician.  For example, I'm not an audiologist, I know I don't know what I'm talking about when I talk about audiologic stuff.  Maybe the baby is an older baby and sedation may become an issue.  So, you know, you lived 400 miles away, maybe you live a long way from the nearest provider.  Given the age of your baby, it'll be important, whatever.  So anyway, you may want to talk to your provider about sedation.  That might be something you want to look at.  It could be anything.  This is where we need experts in the field to help identify, hence we've got this huge working group that's working on this.  Kind of frame what is it that kind of how do we communicate this information pack to the families?  In an understandable and accurate way, so that it becomes a learning tool for the families to help them say, okay, this is what I need to be working on. 

Also, pragmatically, potentially for Health Care providers.  It can help to educate them if this is new, if they haven't had babies with hearing loss before in their practice.  It can help to educate them what they need to be working on. 

It gives this individualized report back to the family and also merges, it kind of put, it pulls together the information from the forms they've just answered and the information that's in the audiologic service directory and weds both of those pieces of information.  Based on the information in the directory and the needs for this unique specific child, it goes through and identifies, what are the providers that are close to this family?  Wherever they may live, and also where's the closest provider that offers the services that this specific child needs.  

Now, if it's a child that's, that's never been screened, then it might be anyone that can do that initial screening.  If it's a child that has a, that's already well‑through the system and maybe has a cochlear implant, it may be much more narrowly restricted.  Okay, let's find the closest person in the directory that can service a cochlear implant. 

So again, it's individualized, personalized for that family.  And it can flag them in different ways.  I think we changed the colors of the stars overtime so it doesn't quite work, but, mock‑up, mock‑up, right?  

So then, based on that, it pulls, it generates little, one of these maps.  Where you can flag, here's where you are, here's different providers, color‑coded based on is this the person that's the perfect solution for you?  And potentially, I mean, this is where we're looking for information back.  Maybe everybody else, or maybe multiple colors for different ranges of how close they are.  We want to show the other providers that may be close by that just, they can't quite satisfy all those services and also where's that one that does offer all the services that your immediate family needs. 

So in this case, and then also pulls up information, you can't quite see this, it's small print and we don't have like a huge screen.  It also provides information, gives information for each of the providers and contact information as well.  

You can then zoom in on this, so let's say that I'm a family and I have a baby that has a cochlear implant and I need to find someone that can service the cochlear implant.  Not any endorsements or whatever.  

So you zoom in, you find, here's the ones that have, here's the, this green star is the provider that has the services that I'm looking for.  At this point I don't know.  It's just saying "here's where you need to look at potentially."  It lists the information.  You can click on the star and it pops up more details about that provider.  If you've done like Google, Mapquest stuff, it's the same technology, just used in a more exciting way. 

It pulls up information about that provider.  Necessary service cochlear implants.  Now, I think this is from Iowa.  If anyone's from Iowa, we don't know, so it's not right, we looked through all of the web trying to find all of the details, there's not enough out there, that's why we're doing the big survey.  So, you know, humor me.  

You can see, for this provider, it's saying they service cochlear implants.  That's why they've been flagged as the place that has the services for your child.  You can click on the other one and may be a great place, good place and they can sedate infants, but they're not offering the servicing cochlear implants.  So it gives you that additional information.  With the directory, we could build in, once we can get things like e‑mail addresses, we could easily add into this.  Click on it, automatically generate like a set form, an e‑mail, go to that provider, saying, okay, here's the family, we're interested in knowing more.  Can we set up an appointment?  Or even more personalized, just open up an open e‑mail for them to contact, for them to facilitate that connection from the family, and whoever's a provider, whether it's their pediatrician, a nurse at the hospital where the baby's been born, whoever's using this, streamline that access directly to the provider.  

And I think that's it for now.  We did it.  We got it.  We're going to break up now into smaller groups to discuss, we're really looking for information, as you can see, we're at the early stage, we've got a large group that we need to pull together.  Along with others.  We're looking for feedback.  There's also another, just want to put a toss out for another session tomorrow, Tuesday at 3:00 to 3:30 in Dogwood A where Winnie's going to be talking some more.  Stand up, Winnie, there's Winnie.  We'll be talking more about this.  Thank you.  I got a little medication if you can't tell.
[laughter]
>> Male speaker:  So, first of all, thank you for coming.  As the airlines say, we know you had other choices, a lot of other choices.  We think this is vitally important and thought it was really a tremendous opportunity for the working group to get feedback from people when it is mock‑up, early draft stage, so we really appreciate you being here and to facilitate that process, these are going to be round table discussions on rectangular tables, if you will, but we have some members of the committee here and also some parents who volunteered, so ideally, we'd like a member of our committee and a parent at each of these "round tables."  

So could I see a show of hands of committee members who are here?  Some people had conflicted sessions and everything.  So we have one, two, three, four, five, six, seven, eight, nine, ten committee members available as facilitators and parents who are here?  One, two, three, four...eight, nine, so roughly about the same number of parents, that's great.  If we could ask the parents and facilitators to stand up.  Everybody else stay where you are.  And sort of get paired off.  We didn't know exactly how many would be able to come from the committee and the parent volunteers, but if each facilitator could find a parent to team up with.  Have you been able to do any sort of count so we can see how many to put in each group?  We have roughly ten facilitator pairs.  They'll be asking you to answer a few questions.  We'll do a ballot on given the current state of affairs, do you think this is a good idea and moving forward, you know, how do you feel about implementation?  

So, if we could ask our facilitator pairs to find, anybody get a headcount on how many here?  Probably about maybe four or five per ‑‑ and if it's not exactly, that way, as long as we have a couple facilitators with each group.  Feel free to move the chairs around.  And get a little discussion going here.  

Alan?  Do you think it would be helpful to put that slide back up that has the 1, 2 and 3 tier, how those are defined?  They can use that visually.  If you want to discuss anything related to the tiers, we've put Al's earlier slide up here which you can use for reference.  

[Groups]. 


>> Male speaker:  Okay, could I have your attention.  It is now five minutes until 3:00.  We'd like, this is a very sort of informal, kind of straw poll, but based on, as Al said, this is a work in progress.  As Craig said &lot of this is sort of mock‑up stage, but based on what you've seen and heard today, the facilitators have basically two questions.  And, and ask for a vote on this, this isn't like secret ballots or anything, as a matter of fact, we'd like to know, if you have concerns and issues and wouldn't support it, for that reason, why?  If we could just cation of try to do that informal straw poll in the about four minutes we have left here.  We'll finish right on time.  And thank you again.  

Okay, it is now 3:00.  You're welcome to stay and talk, but you are welcome to adjourn.  Thank you for your participation today.  

[Captioner is logging off].  
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