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>> CAROLYN KISLER: Good afternoon. My name is Carolyn Kisler.  We're presenting this afternoon on mandatory reporting.  I think if you probably read the abstract you know that this particular session is really targeted to state EHDI coordinators.  And as Nancy Pajak who is one of the presenters this afternoon told you a few minutes ago we intend this to be a working session.  We intend to use all of us in a collective mind sort of way breaking into small groups to look at some of these issues.  We all share similar issues.  And EHDI, EHDI coordinators or whatever our positions are whether it's from hospital reporting data or audiologist reporting data, or whether it's early intervention, but we also always find that information highway is a little bit rutted, that there are places along the way that things break down.  And we ‑‑ when we started to do this and we're developing this survey that you're going to see in a few minutes and when Ginger gets here she is going to pass out to you so you can look at it, we tried to think of everything possible that might be important to you.  But when we got to doing it we got to think about what about this and what about this, so we decided that we would present to you our survey as we put it up there, but then we would take your comments so we know collectively what is really important?  And ‑‑ go ahead ‑‑

>> [ inaudible comment ] 

>> One of the things that when we were talking about this, we know that all of us are required to report data.  Some of that data is fairly easy for us to obtain depending on our circumstances and where we are, what our states do, but all of us it seemed look at data in different way.  What is important to me you may not think is terribly important, but what data, what data points each of those at hospital screening, outpatient screening, audiologist reporting, early intervention, what data is important critically important to what happens with that newborn baby and that family.  That's not to say that all other data is not needed, it isn't at all.  It's to say what are the critical ‑‑ what is the critical data that we need in order to provide services and meet the goals of early hearing detention and intervention.  That was where we were with the study to try to define where the gaps were.  Where the areas of a problem were.  But even what do you really need to know?  And how do you get it?  Okay.  So we're going to look at the survey, I guess, here ‑‑

>> This is the results of ‑‑ go ahead, Kathleen.

>> KATHLEEN WATTS:  We did do through ‑‑ recently we did a survey for the educational background of EHDI coordinators trying to figure out who are EHDI coordinators, where do they come from.  If you look at this you see they come from a lot of different backgrounds, more audiology than any other background but there's lots of people from public health, some who are from social work, there are some who are speech‑language pathologists, so it's a variety of different people who are trying to collect data and to figure out what we need from the state data systems and then we talked about, okay, what are the data systems that are being used now in different states?  And the majority, or the largest percentage are state developed data systems.  So we're not all dealing when we're trying to share data and things we're not all dealing with the same data system and we're also not dealing with systems that necessarily can talk to one another.  Or that gather exactly the same things.  So that creates some problems in terms of the data, too.  And then we wondered what does it link with, because more and more EHDI programs are being asked to link to other systems so some do link with birth certificate.  Some with blood spot and some with other newborn screening electronic birth certificate and things like that.  Some don't link with any other systems.  So it's a wide variety of things.  When you look at this data, I think hopefully it will help you see why we were sort of saying we can't answer all of these questions because every state situation is so different.  Every data system or not ‑‑ well, most of the data systems are different.  The EHDI coordinators are different, so we started and this was our starting point with a survey because we wanted to address some of the issues and then we decided well for one thing EHDI coordinators were sick and tired of doing surveys.  That was the first thing we decided.  And then we also decided that we weren't sure that we were really covering the right things.  So even though we all share a similar problem and that's getting the data that's really needed to run effective programs and what's an effective program?  It's a program that helps the babies and their families.  So what we ‑‑ what actually what we'd like you to do now is to take some time, we'll go through the survey that you were just handed and we'll talk about some of those issues and I'm going to let Ginger do that because she's the one who is most familiar with that.  And then after that we're going to come up with issues from within this group and probably break into depending on how many issues we gather, break into maybe three or four smaller groups that can really talk in‑depth about what the issues are and what some possible solutions may be.  And maybe do some networking in the process with some of the other states.  So Ginger, you want to take over?

>> GINGER MULLINS:  Hi, I'm Ginger Mullins from Illinois and I'm very pleased to be with my colleagues here.  We started with one question that we did not answer with before that we thought was a common issue of we're not all on the same page about and that is' defining loss to follow‑up.  This is obviously what is really driving a lot of our work today through federal grants and we asked folks what do you include in loss to follow‑up?  Well obviously they include kids who can't physically be located but that was at 100%.  But only 38% include kids whose parents refuse to follow up.  Or choose not to follow‑up and have notified their state health department.  Infants whose parents are non‑responsive or didn't seek follow‑up and meaning they didn't return phone calls.  We know where they live but they are just not returning the phone calls.  They are returning the letters.  Infants that were deceased.  9.5% actually include that in the loss to follow‑up.  Infants who have not received follow‑up by a determined age.  40% include that.  One of the things that was very startling to me is some states at 12 months, 18 months, 24 months, automatically move all their kids to loss to follow‑up if they haven't been moved through the system.  Infants who no longer live within the state.  Only 38% include that in their loss to follow‑up data.  And then there were others that were given.

So that was one we knew was an issue.  So we're going to go through some of the other questions that we think are issued and we really would like your feedback.  Nancy is going to help me facilitate this section.  We are going through the questions.  I would like for you to fill out on the survey you have in your lap.  I would like you to answer those questions as we go.  We're going to collect them at the door before we leave.  If you give us your e‑mail address we will send you all of the notes from today, all of the answers that we received, we'd like to continue some discussions.  This is a very working model.  As you saw in the very first slide, this session includes all of you.  So one of the questions we thought that people weren't defining the same way like they weren't defining laws to follow‑up the same way, was not do you have a mandate, that's straightforward, next.

>> [ inaudible comment ].

>> GINGER MULLINS:  So we're going to do this as a large discussion and then we're going to ‑‑

>> [ inaudible comment ]

>> GINGER MULLINS:  We love Vermont.  So one of the questions we think is very diverse across all the states and you tell us if you agree is which groups report directly to the state EHDI program?  Please mark this on your survey that you have.  Hospitals, meaning birthing hospitals, audiologist, ENT or medical professionals including the medical home, part C early intervention.  Early intervention programs other than part C.  Title 5.  Vital records and early head start programs.

Is there anybody else that reports back to your EHDI programs?  Please, because ‑‑ my dear friend, you know what, we're all just getting started on some of these things.  I will send it to you if you provide your e‑mail.  If you don't want your e‑mail attached to your responses, just give me your card and I'll send that to you, as well. 

>> [ inaudible comment ] 

>> GINGER MULLINS:  That was not audible.  The response was parent‑to‑parent groups are sharing information.  That sounds like she has several data points she receives in her state.  I apologize I don't know the woman in the back of the room but she asked do we want to include sharing that's just now emerging?  And the answer is yes.  Brigette?

>> [ inaudible comment ] 

>> GINGER MULLINS:  She is saying we should add free standing screening clinics, public health clinics, other audiology screening clinics or other ‑‑

>> [ inaudible comment ] 

>> GINGER MULLINS:  Nancy's comments was university training programs often provide screenings, as well.

>> [ inaudible comment ] 

>> GINGER MULLINS:  Geneticists or genetics program.

>> [ inaudible comment ] 

>> GINGER MULLINS:  So referrals from genetics is another place we receive information.  Midwives, another place we receive information.  How many people in this room get information from midwives, out of birthing hospital?  So we're ‑‑ I'm looking at about 30 people.  It looks like about ten are receiving that.

So we're taking that ‑‑ notes on this.  I think this is great for us to share of places we don't necessarily think of.  How many people informally share state to state information.  Okay.  How many people if your boss was in the room wouldn't admit to informally sharing.  You share everything.  So I think we're making improvements on being able to share that information across state borderlines.  Which isn't exactly where we were.  The inverse.  Who formerly shares with border states or other states.  Okay. 

>> [ inaudible comment ] 

>> GINGER MULLINS:  So Rhode Island shares one formally and one informally.  Back in the red.

>> [ inaudible comment ] 

>> GINGER MULLINS:  So the comments I'm hearing from Rhode Island is different legal people are involved depending on which state you're involved with.  So Rhode Island got lawyers all on a conference call at the same time.  I think that's a ‑‑

>> [ inaudible comment ] 

>> GINGER MULLINS:  So Rhode Island is going to ‑‑ I will e‑mail you and ask you for that and I will share it when we send that back out.  We'll share that with everybody.  Fantastic.  Other comment?  Question?  Do we need to move ‑‑ let's move to the next one.  Identify information that is received for at least 50% of the infants reported with confirmed hearing loss.  So this is getting at what do we currently get?  Not with the CDC's asking for, not what our advisory council is asking for.  What are you routinely getting at this point?  Are you getting ‑‑ if amplification was offered to the family, when amplification was fit, when a cochlear implant was either surgically implanted or activated depending on your definition, enrollment in oral rehabilitation?  Participation with parent support?  Part C services were offered.  Part C services were initiated or the IFSP was completed.  Non‑part C services, title 5 services and enrollment with title 5.  So are there other pieces of information that you're routinely seeing at least on 50% of the kids with confirmed hearing loss?  Wow, we covered it in that one.

>> [ inaudible comment ] 

>> GINGER MULLINS:  Not type and severity.  I think that's more common.  Not everybody gets it.  I realize that.  But some of the other ‑‑ please, go right ahead.  Kathleen is saying the intervention is more what this directed to but, please, Rhode Island.

>> [ inaudible comment ] 

>> GINGER MULLINS:  So part C, you are actually collecting on more than half of your kids when it was offered, when the evaluation took place, and when the IFSP was completed.  That's sweet.  Which you know we all want to live in Rhode Island, right?  We like the small part of your state.  In the back there was a comment.  Yes, ma'am.

>> [ inaudible comment ] 

>> GINGER MULLINS:  A formalized parent‑to‑parent network that offers support to families after a confirmed hearing loss.  Is that broad enough?  Right.  A formal program.  So in my state it happens to be guide by your side.  I think in North Carolina it's ‑‑ I'm sorry ‑‑ that's a little bit of your west coming back over here.

>> Hearing impaired children that are working with untapped potential.  That was started by parents.

>> GINGER MULLINS:  Okay.  Any other ones?  Great.  Great.  When home visiting, that's now ‑‑ home visiting like it's being defined at the federal level, right?  So Rhode Island matches data for home visiting programs.  Fantastic.

You have a strong back wearing all those hats.  They are ‑‑

>> [ inaudible comment ]

>> GINGER MULLINS:  Let's go on to the next one.

Do you or your state know that for children born in 2011 there will be a change in the degree of hearing loss reporting?  So in your CDC report starting 2011, they are going to ask you to report degree of hearing loss using the model instead of the DSHPSHWA model.  Did you know that prior to seeing the question?  Both years separately using that listing of degree of loss.  It used to be the DSHPSHWA has moderately, mild and severe together.  They are going to ask for that separate.  So there was no slight before, either.

The next one.  All right.  Are you aware ‑‑ will your state need to change protocols to accommodate the change in reporting degree of hearing loss?  So just yes or no.  Basically that's getting at were you already using this or was information already coming in a fashion that you're going to be able to make that transition relatively easily?

The next one.  What obstacles do you find are EHDI related barriers or perceived as barriers in obtaining information.  Now we all know that there shouldn't be barriers but sometimes they are perceived as barriers.  Brigette did a great presentation in morning that talked about she had to educate some people.  She was able to get through some barriers but some of those are vital statistics does not share information.  A lack of MOU or ‑‑ thank you ‑‑ MOA.  Audiologist reporting to EHDI, HIPAA, part C privacy regulations and Karl had to walk in right now on that one.  Understanding of the EHDI program by the medical home.  Formal or informal medical home, either one.

Parents have not identified a medical home or understanding what intervention should be reported to EHDI.  Meaning is it just part C, part C and non‑part C.  What other barriers do you guys experience in getting folks?  Come on you guys, I know there are barriers.  Are there other ones?  So it's the ‑‑ okay.  So one of the obstacles is there's not ramifications if you don't do what is asked.  Okay.  Thank you.  Lady in pink.  Sorry.  So the wear it is coming in it's broken and the way it's kept in your nice little storage box is broken.  Is that fair to say?  So as it comes in is one issue and as it is kept in the data storage system is an issue, as well.

>> [ inaudible comment ] 

>> GINGER MULLINS:  I'm sorry the captioner was not able to hear the comments and I was probably not doing justice reiterating.  So go ahead, please.

>> I was just saying we're from Georgia, maternal child health, and our problem is that we all have different data systems as opposed to like Rhode Island has one uniform data system.  We each part C has one, birth to five we have one, universal newborn hearing has one, et cetera.

>> GINGER MULLINS:  So a lack of continuity in data systems.

>> AUDIENCE PARTICIPANT:  Right.

>> GINGER MULLINS:  Multiple data systems.  Obstacles that you find related ‑‑ I'm sorry, I'll hush.

>> AUDIENCE PARTICIPANT:  I'm Kelly from South Carolina.  One of the problems that we have found is that if data is delayed from the hospital, then the audiologist doesn't have access.  We're connected to the birth certificate.  Our birth certificate system.  And when the hospital enters the result, if it takes more than the amount of time for them to actually enter that result before the audiologist sees them, then the audiologist doesn't report because they are in their list and we need to work on timeliness of reporting on both sides.

>> GINGER MULLINS:  So time lag related to reporting, is that correct?

>> AUDIENCE PARTICIPANT:  Correct.

>> GINGER MULLINS:  In the back in the purple.

>> AUDIENCE PARTICIPANT:  I'm Ruth from Virginia.  And there are two barriers that have recently developed in our state which is one just the political climate and the economy is impacting the resources and how we use them.  So what little resources we have to be divided to be used for other things.  For example, if we have follow‑up people in the EHDI program, that maybe they have to do follow‑up for other things, as well.  So that's ‑‑

>> GINGER MULLINS:  Reduction in resources.  Are you talking about direct services or indirect system work or actual direct services providing the diagnostic and providing the intervention?

>> AUDIENCE PARTICIPANT:  I'm talking about from the state indirect you provide follow‑up services then it has to be used for other programs, as well.  Just trying to stretch I guess the dollar.

>> GINGER MULLINS:  Resources for system work is drastically reducing is that correct?  Okay.

>> AUDIENCE PARTICIPANT:  I'm jasmine from Hawaii.  A major issue that we have with certain hospitals is their administration and their privacy.  Maybe that falls under the HIPAA, but the real issues with very specific even deceased babies and real issues with that.

>> GINGER MULLINS:  So even though we have a great white paper that explains the HIPAA program part C you're having their issues.  Can everybody raise their hand if you are still raising those issues?  So out of about 30 people we have 15 people that are still having that.  Thank you.

>> AUDIENCE PARTICIPANT:  31 hospitals or 32 hospitals don't have a problem but the one continues to have a problem.

>> GINGER MULLINS:  So.  In her state she is 90‑95% get it, there's still the one hold‑out you're having trouble with.  Yes, ma'am.

>> AUDIENCE PARTICIPANT:  If we have a referral from a hospital program to an audiologist, I almost always get the report on those but if they are referred for medical intervention, ENT or they just need further audiology because it doesn't say referred from newborn hearing screening on there, I have to fight to get those reports.  And then, also, our state has an MOU with part C where they can get my information but they don't have to report to me.

>> GINGER MULLINS:  So I'm hearing two things.  One is beyond the medical home the specialist not getting information, sending information to the EHDI program.

>> AUDIENCE PARTICIPANT:  Well audiology, if they are coming back to audiology whether they have medical issues in between or just to complete the diagnostics I'm only getting the first report because they show up, they present at the doctor's office or the audiology office saying I'm referred from newborn screening.  It doesn't come back on the second one.

>> GINGER MULLINS:  The baby is perceived as medical management versus newborn hearing follow‑up.  Then the second one being two‑way streets of information sharing.  I can relate.

>> AUDIENCE PARTICIPANT:  They can have mine but I can't have theirs.

>> GINGER MULLINS:  Got it.  All right.  Let's move to the next one.  What activities ‑‑ I love this one.  My cohorts have some neat ideas.  Now I say that, Nancy purchases T‑shirts for every little baby in the hospital.  Well, unless ‑‑ is going to give me $180,000 I'm not going to be purchasing T‑shirts so there's some neat ideas of what activities we can do to encourage child specific data reporting.  Whether it's reporting or information sharing.  Hospital site visits, incentives for timely and accurate reporting.  E‑mail communication has decided ‑‑ to have a dedicated follow‑up coordinator, you know what I can't read that.

Have a dedicated follow‑up coordinator.  I need your cheaters, Nancy.  Presentation at audiology state meeting.  Audiology practice site visits.  Have diagnostic centers as part of the state EHDI program.  Allow web‑based reporting by audiologist.  Collaboration by parent‑to‑parent support group.  Collaboration with early head start programs and collaboration with home visiting programs.  So what do you do in your state to help encourage people to report.

>> AUDIENCE PARTICIPANT:  Use data and show where places are lacking by using data.  It can move mountains and using ‑‑ we've got this great pediatrician who is on our board.  He's not our AAP chapter champion but does amazing things.  He will make phone calls like if we have a hospital that's not doing well or we have a clinic that has a high loss of follow‑up rate.  He will call there, find a champion and come to a meeting on his own time to help facilitate working with the department of health.  So it's been ‑‑ I was just going to suggest that one hospital to get a pediatrician or someone that can help you with that hospital.

>> GINGER MULLINS:  Pediatric partnership.  I'm hearing two things.  One is using your data whether it's good or bad and sharing it to call to action and the second part is having medical professional like a physician reach out to folks, as well.  How many people in the group do some kind of report cards.  Okay.

>> AUDIENCE PARTICIPANT:  You're referring to a chapter champion, right?

>> GINGER MULLINS:  Not.

>> AUDIENCE PARTICIPANT:  Well the thing is one thing that we had, also, is our champion left and we haven't been able to find another one.  I mean no one wants to step up to the plate.  So I just don't know what to do.

>> GINGER MULLINS:  So Carolyn is saying engaging your chapter champions.  And as a little separate than another medical professional.  Nancy?

>> NANCY KISLER:  I'm going to talk just a minute about late onset or periodic screening.  From the hospitals it was clear cut as to who was going to get the data and how but for the children after they have been discharged from the hospital we're asking that they have their hearing in our state screened often, probably like annually with eyes and ears and dental.

So what our attorney general said to do was to just include like the opt out system that school districts often times use for any type of screening, vision, scoliosis, hearing that we just tell the parents that if you don't want your child's data into the state tracking system then it is on their shoulders to make a point of saying no.  If not, everything goes into the attaches to the birth record so that the kid's hearing health record over their life span, let's say that, is going to go into that system.  So that's one thing our attorney general was helpful with was just saying as soon as you can get it into the parents' hand tell him it's opt out.

When they sign the permission ‑‑ I'm sorry.  How do we get that into the paperwork, into the ‑‑ it's oftentimes ‑‑ well like in school districts it will go out in the news letter.  Saying all the kids will be screened, if you don't want them screened or data shared or put into the system, tell us.  It can be in a news letter.  It can be in ‑‑ if the parents are going to have to fill out any paperwork at all, like just demographic forms, I've seen it on there.  And some of the site whose are doing our periodic late onsite hearing screening are having a checklist.  We can share with your primary care physician, if necessary, sign with your whomever and all that.  Mao the parents have to check, check, check, sign, but there's your release of information form for a year.  Again, the attorney general said we could use.  So when the parent comes in and, again, this is not birth.  When the parent comes in or receives a paperwork at home saying, yeah, go ahead and screen my kid it's long before anything has been found wrong.  They are still kind of happy, pleasant and like you.  They signed everything and then the follow‑up for us has been easier because we do have the consent signed at the very beginning.

>> GINGER MULLINS:  Which data systems in your state are linked or integrated to some degree.  Electronic birth certificates, vital statistics or other.  What are some of the things that are already integrated or at least have it in motion?  Are there anything that we haven't listed here?  Brigette?  Brigette has immunization.  Anybody else?

>> AUDIENCE PARTICIPANT:  [ inaudible comment ] 

>> GINGER MULLINS:  Title 5 children with special health care needs.

>> AUDIENCE PARTICIPANT:  We have, also, WIC and home visiting and immunization, also and lead screening.

>> GINGER MULLINS:  WIC, home screening, immunization and lead screening are all integrated.

>> AUDIENCE PARTICIPANT:  I think in addition to some of that.  The lead screening turned out to be particularly helpful for the audiologist to know that information because if a child is lead poisoned it can impact the diagnostic testing.

>> GINGER MULLINS:  Okay.  How many people in the room have lead linked to their data system?  Missouri does?  Fantastic.

>> AUDIENCE PARTICIPANT:  I was also going to say we ‑‑ currently considering linking with immunizations.

>> GINGER MULLINS:  Great.

>> AUDIENCE PARTICIPANT:  We're currently linking or working with birth defects the registry.

>> GINGER MULLINS:  So birth defects to add to that list, okay.

All right.  We're going to move ahead here.  So all the things that you've heard and some of these questions I think have generated quite a bit of thought of how folks are ‑‑ some of the issues, some of the obstacles, challenges that we may have.  So Nancy is going to help me now in let's gather two or three of our main topics from what you heard in this conversation, what would you like to have more as a round table discussion and find out what other states are doing?  How much time do we have?  Okay.  So we're going to take them as a large group but what's ‑‑ give me one ‑‑ one issue that you would really like to expand upon?

>> AUDIENCE PARTICIPANT:  There's so many.  Getting the kids to the complete diagnostic timely diagnostic services.

>> GINGER MULLINS:  So getting them the appointment with the audiologist?  Getting that ‑‑ where in that whole system.  That's a big one.

>> AUDIENCE PARTICIPANT:  Completing.  It is a multitude of things.  Not only getting them to the appointment but once they get there getting complete and timely services and getting that information back.  So I don't know, I guess maybe that was three.

>> GINGER MULLINS:  In the way back.

>> AUDIENCE PARTICIPANT:  For us we were recently linked to vital statistics and we're going our follow‑up by stages depending where the child is.  One of the things we have identified as a barrier to getting the diagnosis is that we lose a lot of children to ENTs when they are referred to the ENT they never seem to come back for a diagnosis.

>> GINGER MULLINS:  Okay.  Do we have one more?  Hospital reporting?

>> AUDIENCE PARTICIPANT:  We're having a hard time getting information back about part C, whether the child is actually in intervention or not.  We have referred them but we have not heard back.

>> NANCY KISLER:  So two way ‑‑ okay.  So I'm just going to make a decision here.  Let's start with ENTs.  Getting information to and from ENTs.  What we'd like for you to do is share something that has worked in your state.  This is where Nancy is going to be my bad guy.  We're off of what the problem is.  Let's talk about some solutions or opportunities that we have.  What has worked for getting physicians or ENTs to report back.  Come on, guys.  You all have the solemn look.  Yes.

>> AUDIENCE PARTICIPANT:  I don't know if this is appropriate because it's not an ENT but we have one hospital in D.C. that the neurology department does testing, as well as the audiology department.  We hadn't been able to ‑‑ we hadn't been able to get them on board at all and we just didn't know what was going on with them, and I reached out to the administrative person there who actually enters the data and showed her how to enter data into our system and now they are on board.

>> GINGER MULLINS:  So sharing information so that a new specialty partner came on board.  In that case neurology.

>> AUDIENCE PARTICIPANT:  He was not ‑‑ I mean I think I copied her supervisor who is a department head on some e‑mails or and I'm sure I sent him some e‑mails, too, but she was the go‑to person.  She's the one really entering the data on the tests.

>> GINGER MULLINS:  So you went to the data entry person is what you're telling me.

>> AUDIENCE PARTICIPANT:  Yeah.

>> GINGER MULLINS:  Any other?

>> AUDIENCE PARTICIPANT:  We don't have ‑‑ we have mandatory birth defects reporting and hearing loss is a reportable birth defect but many ENTs and pediatricians for that matter don't realize that report something up through age 4 up until the fifth birthday that they are supposed to report.  So we've done some educational efforts and some surveys around that asking were you aware that you are mandated to report this information.  We've also worked closely through the audiologist that are working in ENT offices to try and promote the reporting, as well.

>> GINGER MULLINS:  So one of the neat things there you clearly define the age linked to that, as well, the reporting.  So letting them know the law exists but also telling them through what age.

>> AUDIENCE PARTICIPANT:  Right.

>> GINGER MULLINS:  We're in the embryonic stages of doing this but we've actually just started cold calling ENTs and asking them what are they telling parents?  Do they know they are supposed to go to audiologist.  Find out if they have someone that's really testing them.  Because a good majority of our loss to follow‑up are actually the kids that have conductive fluctuating losses that never gets back into our system.  We're trying to "A" try to find out why they are not getting back in the system, not getting tested?  We found out in a couple of places we actually have audiologist that are testing.  They didn't know to report to us.  So in light of that, we're continuing to do the cold calls to the ENTs and find out what they are doing but also trying to offer them some information they might not know what equipment they were screening with, if they have screening there, and so we're also offering or looking in the next year or so to try and offer them data, the past data, on screen ‑‑ newborn hearing screening and any previous audiologic and allow them to report back directly into our system.

>> GINGER MULLINS:  So cold calls, asking them what knee knew, providing education and that gem of the piece of providing data back.  Okay. 

So Nancy is offering the idea of having scripted messages for ENTs to provide to the families.  I think that would be a fun small test of change to try.

>> AUDIENCE PARTICIPANT:  I just had a follow‑up question to the gal who said that she was cold calling the ENTs.  I'm curious how accessible the ENTs were or if you were needing to go through their nurse or the office manager or if you were able to speak directly to the ENT?  Kind of how that worked out.

>> GINGER MULLINS:  This is Brigette from Oregon, and you are?  Diane from Nevada.

>> AUDIENCE PARTICIPANT:  Let me qualify that.  We're actually calling the ENT offices because the office staff knows and then, also, doing personal experience, this all came from I have a baby and I found out ‑‑ who has fluctuating loss and there was an audiologist and I'm like, why aren't they reporting.  Some of that ‑‑ then we also have other staff members that have children and so we're doing an informal ‑‑ we find it kind of hard to say a bunch of ENTs, come and talk to EHDI.  We don't think they will do it but if you're already at a visit with your ENT or pediatrician you can always tag on another question.  How about that reporting?  So that's how we have done it.  Mostly through the offices, just the office staff.

>> GINGER MULLINS:  We were just talking at posters.  We had a parent that came up with the idea, she is putting together popcorn buckets with popcorn and water and information and a note and she is taking them out for us as part of our outreach says thanks for letting me pop on by with information and leaving it for them.  I know it sounds cheesy but we had really good success with it.

>> AUDIENCE PARTICIPANT:  I'm from North Dakota and our web‑based system allows access with our early intervention providers.  Any infant that referred or missed at birth gets referred automatically to our part C child find entity and then they make at least two phone calls and attempts to talk to that family to get them to come back for rescreen if at the second level if they have not passed two screens, our EI system automatically notifies our school for the deaf parent outreach program, teachers of the deaf, basically, then they offer transportation or they will attend the visit with the audiologist.  And within that web‑based system then they can keep case notes and we've seen case notes that said baby just saw an ENT last week.  Waiting for information and so through our EI people we're finding out about the ENT visits that way.

>> GINGER MULLINS:  You have a nice web‑based system that collects it from multiple specialty.

>> AUDIENCE PARTICIPANT:  Yes.

>> I don't know if this speaks to what you were talking about, but what I thought I heard you say is like it's great but how do we get the audiologist to report in a timely fashion but yet what we were finding is that how do we get the audiologist to be able to complete an evaluation without having to go back time and time again.  Okay.  Is that what you were saying?  Sort of?  Kind of?  Okay.

So this is a small test that we tried.  Because pediatric clients are ‑‑ because they dictate, what we did is that we would ask the audiologist in the ENT's office, we don't have like real centers where people can go to have their evaluations done, so we said well you give us one Friday a month where you will not schedule your audiologist like this.  So that every 15 minutes they are putting a new person in front of them.  So what we have done in our audiology clinics on those Fridays that are designated for pediatrics we may only schedule four appointments so that if a kid who is two months old shows up in the morning, isn't quite ready, then we might not see that kid ‑‑ well, one kid came in who was two.  Came in at 8.  The kid wasn't ready to be tested until two.  We tell the parents ahead of time.  Spend the day.  Know that the day is ours.  So that we only sent one child home in the last year and a half without a complete evaluation done.  We are going to be flexible.  We have the time.  Not filling rushed.  Billing, we're not making nearly the amount of revenue that day, but so what.  So one of the things that if you could get ENT offices and audiology offices to say, sure, this is our pediatric day, our ability to get complete information has gone from 0 to 60 in not too long of a time.

>> AUDIENCE PARTICIPANT:  I have a question about early intervention.  It is not mandated that they report in our state.  If anyone has any ideas about how to data share with part C, I would really like to hear about it.

>> GINGER MULLINS:  Let's go ahead and open that.  That goes back to the two‑way communication, especially with part C.  How are people facilitating other than MOUs that allow you ‑‑ how are you encouraging two‑way communication in general but specifically with part C, as well?  Rhode Island where they are across the street at least we joke that way.

>> AUDIENCE PARTICIPANT:  Actually early intervention is in a different department than EHDI so that does create some challenges.  But what we've done is we do have a data sharing agreement between the two departments.  We have built it into the early intervention intake process so similar to what you were saying, Ginger, they sign an agreement, the family signs when they have the intake that they agree to have the data sent to the EHDI program on intake.  And we also have somebody from the early intervention program from the state level participate in all of our EHDI meeting and she's on our EHDI team.  And we have people.  We try to get as many early intervention folks as we can involved in EHDI.

>> GINGER MULLINS:  So engaging your partners in there.  On the release forms Illinois was doing that for a while.  Do you know you can't do chart audits if you don't have an opt out option because you don't know if they forgot to do the form or the parent refused to sign the form.  We found that out through our chart audit.  Any time you ask a parent to sign to release the information you may want to have the parent whose don't want the information released sign and opt out because then you can do a chart audit to make sure that somebody actually at intake did present the form to them.  Does that make sense.

>> AUDIENCE PARTICIPANT:  There's a check box they have to physically say yes or no.

>> GINGER MULLINS:  For us we didn't have that.  We had to learn.  Little test of change.  Anyone else on two‑way communication?  So what Hawaii is trying to do.  Great.

>> AUDIENCE PARTICIPANT:  At some point so we're prepart C and we're housed physically in the same office building on the same floor.  And that point our referring agency is called H‑kiss and they would give us a form back and thank you for the referral.  This child is in the program.  We even have a PHI request form in place and the programs call us.  And basically what we have been doing is when the care coordinator calls us for hearing screening information, and that baby did not pass, we will then ask them or confirm based on address and the program, oh, by the way, are you the care coordinator for this child, is this child enrolled?  That's how we've been getting the information.  We do have a consent form in place.  There are certain people making it difficult to release that information and there's just a ton of obstacles and the kid who is in EI may be in their primarily for a different reason and hearing may be second.  So we have gone to try to have the ICD9 code located in their database and all these other things.  We're trying to go with that.  But chances are the ICD9 code will not be put in for hearing and there's only one or two spots.  A couple things we're trying.

>> GINGER MULLINS:  Okay.  Let's wrap up with a concept of how are you educating some of those other stakeholders?  Do people have different ideas?  We talked about presenting at state meetings.  Anybody especially have innovative ideas how they are educating other stakeholders.

>> NANCY KISLER:  One of the ways the part C people over here, one of the things that we want is our part C people to use the data that has been collected.  So what we have done is we have gotten our part C coordinator in the state to put on the IFSP that where you document that hearing and vision has been good, that they have obtained that from our data system.  They say that you have used the Wyoming newborn hearing screening system to obtain the data and this is blah‑blah‑blah.  They put that on the IFSP and we can monitor it through the site visits.

>> AUDIENCE PARTICIPANT:  One of the things we're currently in the process of doing is developing on line trainings for pediatricians and EI providers.  So we're considering doing an on line training for ENTs, as well.

>> GINGER MULLINS:  Is it through like a go‑to meeting or webex or something like that.

>> AUDIENCE PARTICIPANT:  It's training module that is being developed by one of the universities.

>> GINGER MULLINS:  About how long are those training modules?

>> AUDIENCE PARTICIPANT:  Two 30‑minute session for pediatricians and one 30‑minute session for EI providers.

>> GINGER MULLINS:  Can you share your success?

>> AUDIENCE PARTICIPANT:  We're in the process of doing that.  We're six months into this one off year project.

>> GINGER MULLINS:  What state.

>> AUDIENCE PARTICIPANT:  Virginia.

>> GINGER MULLINS:  We're going to be talking to Virginia.  Yes, we have two minutes.  If you can fill out the forms that we gave you.  If you give me your e‑mail address, it will probably be after March 15 but I will send you this information back.  And Carolyn's notes and some of the ideas we're going to talk to Rhode Island about getting a template of their MOU or some other information to share with you folks and I'm going to ask Kathleen to wrap up for us.

>> KATHLEEN WATTS:  Okay.  We'd like to thank all of you for coming.  We do appreciate the information that you give us back on those surveys so be sure and hand those to someone.  We'll have someone at each of the doors.  And, also, to fill out the evaluation.

And as we said in the beginning, you know we weren't coming with the answers.  We wanted to give everyone a chance to discuss the issues.  So I hope that you've gotten some helpful information out of this session.  And thanks a lot for coming and we'll see you.  Enjoy the rest of the conference.

[ APPLAUSE ]   

