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>> Welcome to Promoting Hearing Screening for Out of Hospital Births: A Roundtable Discussion.

>> Hi, I guess we will get started. I'm Martin Beals. For ten years I have been the chapter champion for Alaska. This year I have also been asked to serve as the area 10 representative for the EHDI task force, and I was also the least useful person on the planning committee this year. I have already had a few discussions and for those of you who are enjoying it, tell us, and make sure those of you that have concerns, fill out the evaluation tomorrow. We really do listen to that on the planning committee.

This session sort of came out of an idea from the task force, and from folks at the AAP. We went to an area that really hasn't been looked at too much before, which is how do we get the newborn hearing screening program into the out of hospital birth. About 36,000 babies are born out of hospitals in America each year. A little more than two‑thirds of these are in birthing centers usually under the auspices of a nurse mid wife and a little bit less than a third of them are true at home births attended by, what we call in Alaska direct entry mid wives, but these are people who aren't certified in training very significantly.

Our screening percentage of hearing loss in these children are woefully low, and about where we were in this country before EHDI. So when I thought about this area, I had an analogy that was maybe pertinent for my southern roots, and particularly you notice all of these rooms are named after southern trees, we are in Dogwood. And my front yard was in this neighborhood and I had a Dogwood tree, a Magnolia tree in the backyard and a Pecan tree out front. So this is my Pecan analogy. I think out of hospital births are what I call the high hanging fruit. I had a nut tree. They are called droops, but they are not really nuts at all. Getting the Pecan out of the Pecan tree before something happened to them required different techniques depending on how easy they were to get.

When I picked this picture last week, I realized one thing, they have grown a lot since I was a kid. These Pecan trees were about 20 years old when I was dealing with them. This one actually is not our tree. Our tree was cut down because the limbs were falling on the telephone poles, but to get the nuts out, we had several different techniques. The first was to wait for the nuts to fall from the tree.

And I thought this want analogous of how we used to detect hearing loss in children. They kind of fell into our laps, in our office, usually brought in at the age of 2.5 by parents because the children were delayed in speech and had behavioral problems so we could wait for them to fall. Now, the lower branches on the Pecan tree when they were full of nuts, and, of course, this is a February tree. If we had looked at this in October, November, they would be full of nuts.

You could get them out by picking or by hitting them with something. These are what we call the low hanging nuts, and we would use a rake or baseball bat or tennis racquet and we would knock them down and pick them up. This is sort of what our neonatologists were doing in the late 80s into the 90s because they realized kids come is out of the NICU were at higher loss of hearing loss and they were right there and accessible to them so they began screening. And we now know they were ten times at a higher risk than the general population.

By Thanksgiving each year the nuts were ready and it was time to climb the tree. So we got a tree, again, this wasn't my tree, but the major, with the Pecan tree, the major first limb is about six or eight or ten feet off the ground. So we climbed the tree. We got the ladder out, climbed the tree and shimmied out on these branches and we shook. The analogy earlier if you were out on a limb, we were literally out on the limb. So we got on the limbs and jumped up and down and lots of nuts fell out of the tree, literally hundreds of nuts.

The analogy here is the EHDI analogy, we climbed into the hospitals and shook the tree and I think most of the nuts fell out at that time. We got most of the kids who were deaf and we were diagnosing them at an early age, but we couldn't get to the top of the tree. Those branches were too vertical, too dangerous, we had to find another technique to get to them. I learned to punt a football back then to see if I could get it that high. I would knock a few out that way. I would throw smears with ropes on them and they were good if you get them and yank them that way, but if you didn't get the rope down mom got really upset because you don't want to decorate your front, your tree in the front of your house with rope, but I think that's an analogy for today.

How do you get the ones at the top of the tree? We will be talking a little bit about the two types as I mentioned earlier today of out of hospital births, the ones in the birthing center which I think will be more accessible to us and a lot of our people are going to be talking today and the ones that are truly home births and those are the guys that are hard to get.

Even though this is from the AAP, I can kind of thing we are cheerleaders today because ‑‑

>> RACHEL ST. JOHN: We did not dress up unlike the other ones there will be no glitter.

>> MARTIN BEALS: We are cheerleaders because the decision to have your baby out of the hospital times takes you a little bit out of the realm of AAP and ACOG recommendations so even though I have pages that accompany me after birthing center and I try to get them screens sometimes they don't come to the pediatrician. Sometimes they don't have a medical home.

And sometimes they resist recommendations of AAP such as getting vitamin K injections, immunizations, even newer metabolic screening. So I'm interested to hear what these people have to say. These are coordinator from different states who responded to questionnaires and we thought they had good ideas so I will turn it over to you.

>> Thank you very much. So Dr. Beals is your good cop today and I am your bad cop. I'm, for those of you ‑‑ I met a couple of you at our preconference yesterday it's nice to see familiar faces but I'm Rachel St. John, I'm a pediatrician and one of the three chapter champions for the State of Texas. I'm a health educator for the state's pilot program so a lot of this stuff is my backyard. I have been charged with the time keeping and the rules for this.

We don't have a whole lot of them, but really, this is the meat of your presentation. We are just the cheerleaders. So what we are going to do, this is basically going to be a panel style. We want this to be a panel and group‑driven process. We don't want it to be so much about lecture but about exchanging ideas and seeing what we have going on in different states. We have six EHDI coordinators and they will introduce themselves to you and talk about what's going on in their states related to out of hospital births. They were kind enough to give us information.

They have been kind enough to sit on this panel. We accosted them all through email so we are grateful for your participation. They are each going to have five minutes and your lovely time keeper, Michelle, is right there. She will let you know what your time frame is. So they each have five minutes, which is not a lot, to introduce themselves, say where they are from and talk about some of the things going on in their state related to out of hospital births, some challenges, success stories, and we would like for you, if you have questions or things come up, please hold them and write them down, because then we have really saved a chunk of time at the end to really have this be a Q and A for the entire panel.

So if you have questions specific to a state, please direct them to the EHDI coordinator from that state. If it's something you would like to address globally, please address the group or each other. That certainly happens in the preconference a lot where people start coming out with great ideas in what's happening in your state. So we will run the Q and A afterward to be a facilitative group talk. So without further adieu, I will turn it over to our lovely coordinators and they can give you background on what's going on in their neck of the woods.

>> Okay, can you hear me? Everybody okay? My name is Liz Abby. I'm the coordinator for Kansas, and if you have ever been to Kansas and been out west, it's pretty rural. You hit and miss in audiologists in screening facilities, et cetera. I pulled the data for our out of hospital births and I looked 20E2009. In our out of hospital births we have three licensed birthing centers and then three reported mid wives that report through birth certificate their births and their hearing screens and then we have a huge handful of mid wives that are not licensed. And in the state of Kansas, you do not have to be licensed to be a mid-wife unless you are in a birthing facility. So I looked at that and the first data I pulled was I grouped them together and said, okay, true out of hospital birth. What was our percentage of those babies getting screens? For 2009 we had 53% were screened.

I thought, well, let's take out these birthing centers because they all have AOE's, they do an awesome job, and I just have the true three people who report through the birth certificate and the huge handful, 12%, really stinks! So we got aggressive this last year and I was like, okay, what can we do? We sent out a survey to the parents of children that did not complete the hearing screening process, and we added these babies that weren't screened that were out of hospital birth.

The response that we got was, one, it's not important to us. Two, no one ever told us about a hearing screen. So what we do is that one of the things we in place is we get all of our information through vital statistics through the birth certificate and I went to the person in vitals and said, do they have to report who helped them birth their baby yes, they do. I said can you get me a list. Sure, I can get that to you, so I just got the list. 

That's a whole other story, I will talk about that in a minute, what we are going to do. So what we do when we download from vital statistics we put it into the database. Any baby listed out of hospital birth they get a birthing packet and there is a letter in there, and it says that hearing screen is mandate by law in Kansas. Records indicate the baby did not receive a hearing screen or that we did not receive it and we strongly encourage you to get your baby's hearing screen and we added a refusal form. If you refuse or do not consent to have your baby's hearing screened, please fill this out and send it in in the prepostage envelope.

And then there was some information about speech and language, if a child does have hearing loss. Also in that, we put inserts. In the state of Kansas you can go to any early intervention network and get a hearing screen for free. We also have children and youth with special healthcare needs that will help provide a one‑time free hearing screen or diagnostic. We put all of that pertinent information in there, we gave them a sound beginnings brochure that has all of the information about hearing screens and the milestones, what to look for, the delays of speech and language and everything. Some of the things that have been most effective so far in our state is we had funding.

We bought AOE's for mid wives that were really ones to step up and say, hey, I would like to know more about this. The mid wives in Kansas that are not licensed, they like to fly under the radar medical‑wise, they don't want anybody to know what they are doing, et cetera. With that list I got, we will send them out a whole bunch of information about hearing screening, our brochures to give the parents, at least they are being educated about the hearing screening process, how easy it is, it doesn't hurt your baby. What we have found in some of our communities is they don't want the medicine. They don't want the intervention. It may hurt their child.

This is a quick, fast process that doesn't hurt your baby. We are going to contact the mid wives associations, we are going to go out and educate, get into birthing classes as well, maybe some of the folks are taking birthing classes and just give them a whole bunch of information. We feel, you know, if we can't go out and screen these babies ourselves, at least we can educate them. So that's it for Kansas and I think I made my five minutes!

>> I will try as well. Can you hear me? I'm Cynthia Carland from Idaho and I don't know why they chose me, but, I did a handout in case I forget anything, and if I go over my five minutes, you can read through it. This is a little history. We also did not have licensing for mid wives. They were very hard to get ahold of.

We worked for several years through the Idaho perinatal project who had a tenuous relationship with them and through that project we sent out brochures which included the Caroline 211 number information about free hearing screenings at the part C offices in their region. That was our first effort in the first few years. For 2008 we had 24 documented hearing screens out of 800 out of hospital births. Background, the next one, we don't have legislation at all. We are kind of still thinking about that, and what our chances might be.

All of our hospitals do screen babies. We have about a million and a half population, as big as some large cities but they are very spread out, very rural. Large concentrations in one or two areas and the rest is spread out. Our birth rate is higher than the national rate. 2009 our birth rate decreased for the first time since 1991, and the number of out of hospital births increased.

So they are now 3.6% of total births are out of hospital. And these are not hospital associated. This does not include hospital associated birthing centers, because any hospital associated birthing centers, they are all reporting to vital records through the hospital. So these are home births.

A little chart on the bottom shows you how much over the last three years the increase in births by lay and certified mid wives. An interesting thing happened last year in 2010, we did get legislation for licensing mid wives. Mid wives are thrilled. Now, they are easy to find. There is a list of licensed mid wives. They went out and got their licensing. They are happy to be on the board and certified, much easier to find. So now we just had to find them.

So we have 44 counties as you can see. Surprise all of us, not just me, but all of us to find out that five counties had 67% of these home births, I thought we were going to have to go all over the state. You know, as you can see here, that's five counties, yellow, green, then the two blues down there, Boise is the light blue down the bottom so you can see we are separated from everybody.

So we found out where they were and got their approximate birth numbers which you can see in red on the next one, so up there, the top two counties which are up by Canada, they have about 55 home births. By hitting these two midwives that work together, we could possibly get 48 of those births covered. The next one below that, Chutney County is 108 home births one large midwife practice does 95.

They do a certain percentage in the birthing center and also home births so they are reporting to me which ones are done where. And as you can see with the other two, possibly we might have to look into finding another, you know, one or two large ones, but I think we got four targets with four OA machines and I think we are going to get good results.

This just all started in August, so don't have a whole lot to report on. Just to tell you that they were very pleased. We have loan agreements with them. We purchased AOE machines, we went and visited them, note just myself, but I took our parent who is a nurse and mom of two kids with hearing loss. So, again, we are not mandated, we are not legislated, so we tend to do everything the nice way. We can't go out and, as my buddy downstairs in metabolic says, well, we don't have to be nice to anybody. That's how their program runs, but we still do for now, we have to be nice to people.

They were very pleased to get it. They have been very good about sending in, using our referral form, getting the parent to sign the referral form for any baby that's refer. We are having a little bit of an educational lag in getting them to give us overall numbers. It's not they don't want to, it's just we need to do more training so we probably should have scheduled a follow up training session after our initial one.

I got a couple of lessons down there, and that's it. I'm done.

Good morning, can you hear me all right? My name is Art Florio, I'm the Pennsylvania Department of Health I'm the administrator for our EHDI program. I would like to give you a brief overview of how the state EHDI program works because in Pennsylvania we blend our out of hospital birth screening program into our hospital‑based program. We have been screening babies in Pennsylvania under our legislation since July of 2002. We have 104 hospitals in Pennsylvania.

We have approximately 150,000 births a year, and we seem to be screening about 97% of those births. For 2009, we identified 200 children in Pennsylvania with a permanent childhood hearing loss so our incidence of hearing loss is 1.4 for every 1,000 births screened.

When we started our out of hospital birth program, the first thing we did was went to our bureau of vital statistics and gathered information to see just where those babies were being born in the state. We went to the laboratories who do metabolic or blood spot testing and they were able to tell us who the midwifes were that were delivering babies not born in hospitals. We have a certain geographical concentration of out of hospital births. 47% of out of hospital births are occurring in three counties. We have six counties that don't have any out of hospital births a year and 39 of the 67 counties have less than 25 out of hospital births per year.

We reached out to, we have five licensed free standing birthing centers in Pennsylvania. We reached out to them and we reached out to the midwives who were doing the greatest number of out of hospital births. What we did is we put together a program in Pennsylvania where we provide hearing screening equipment to all of the five licensed free standing birthing centers into 18 of the midwives who deliver the largest number of out of hospital births in the state.

Now, both the freestanding birthing centers and the midwives sign formal agreements with the department. What they agree to do is they agree to educate parents on the importance of having their baby screened for hearing loss. They agree to screen as many babies as possible. They agree to file monthly reports on performance and how they are doing. They make individual referrals to us just like the hospital does, and within the Department of Health we have three nurses who track the babies who do not pass a hearing screening.

Then we provide the midwives with information that they can pass on to connect those babies who don't pass the hearing screening with an audiologist, but in the reports that the midwives file with us, they also give us contact information for the parents and if that baby has a primary care physician, we get that contact information. So our nurses reach out to both the parents and primary care physicians to do follow‑up. And they agree to maintain the equipment that we provide. We only do ABR screenings for the out of hospital births in Pennsylvania now, although we are looking at purchasing some OE equipment for some of the midwives next year.

We provide all of the expenses for that equipment, any supplies or disposables they need, we provide that to the midwives free of charge. We do a yearly calibration. When we deliver the equipment to the midwives, we also have that done by a local pediatric audiologist who provides hands‑on training to the midwife, so we try to have a few babies there so the midwives are actually being trained by an audiologist to screen the babies properly, and then that audiologist is available for follow‑up questions, problems or issues on the hearing screening.

Just to give you some idea of what the numbers are, for 2009 in Pennsylvania, we had 3,944 out of hospital births, 1579 of those occurred in one of those free standing licensed birthing centers. We got about a thousand of those 1500 babies screened for hearing loss. Some occurred some other place which to us means the parents' home. We were able to screen about 600 of those babies.

In total we are screening about 41% of the 3,944 out of hospital births in Pennsylvania. What we are seeing in our out of hospital birth program for 2009, our incident of hearing loss was 2.5 per thousand in that program, so it's significantly high, and I will be available for questions.

>> She is brutal. I'm Rich Hardwood, the EHDI director for Utah. And in Utah you have to think big love when you think out of hospital births. Under 2% of our births are out of hospital births and most of them are midwives. We have only been in the midwife screening business since 2007 and Kurt Randle is doing a presentation on more of the details we are doing. Can you hear me now?

Okay. Again, about 2% of our out of hospital births are ‑‑ well, we used to call them ‑‑ we just call them polygamists now, because I think we to prefer that and they tell us they are polygamist, so for us it was an issue of trust because these people are off the grid for a reason. They choose to be off the grid. There is a really good pediatrician in Salt Lake who has made inroads with the polygamist communities. He is a good friend of mine, I latched onto him and I presented what we wanted to do.

We had to start small and build a trust issue. So we had some money left over from Irene one year, and I asked her if I could buy equipment with it. So we bought equipment for midwives. Even though they are legislatively mandated to provide us the information, they hadn't been. So prior to 2006‑2007, our screening rate was under 10%.

So I went to some of their fundamentalists organizations where ‑‑ was providing healthcare information, AAP kinds of things, medical home kinds of things for polygamists, conflict of interest or a weird deal. Any way, we built inroads, solicited one midwife to start and we have gone from having under 10% midwives reporting to this year or last year we are over 60%. If there are questions, I can talk about other issues.

>> Hi, I'm Steph Capland (Off microphone) our mandate went into effect and our mandate required ‑‑ hospitals don't have electronic birth center. Our mandate requires that vital statistics sends us ‑‑ they are required to have a hearing screen. We check all of those children against our database and ‑‑ a letter to the parents along with ‑‑ we sent a letter, I send them where they can get a screening and a milestone list for the first year. If they don't get a screening ‑‑ hearing milestones for their children. At the time our mandate went into place, we had placed screening equipment in the public health centers in areas where we have large clusters of out of hospital births. Interestingly enough, our remote regions that are birthing out of hospitals, it's our areas that have more population clustered. And the reason for that is our rural remotes are covered by the ‑‑ system and those children, if anyone is birthed at home, because they couldn't get to a plane to get to a hospital. It's our clusters in our populated areas.

So we also have our database linked with our ‑‑ so we ‑‑ mandate that we were able to query ‑‑ midwife was connected to these children, both the ones that had gotten ‑‑ when I did my first screening, it looked like our screening at around 35% for out of hospital births, but what became interesting was when I screened by midwifery centers, and there were 17 throughout, it ranged from 23% ‑‑ and in Anchorage which is our largest population base, it was 60%. What we discovered was two of our lowest areas were in Juno, which is the state capital and Fairbanks which is the next largest city.

The reason we speculated was because both of those communities initially when the will went into effect, it was easy to go to the hospital and get a screening, all of our birthing hospitals had screening. But what happened was after the law went into effect, birthing hospitals were requiring ‑‑ and so whether we just did, in fact I placed one ‑‑ we purchased equipment, in our case after getting consultation from national consultation from audiologists, we did put in ‑‑ we don't have good access to audiology, and we went to keep our refer rates down. So we have just placed equipment in Juno, which is the state capital. I put it in and in February they have their newsletter out with a whole article on the screening and we are putting one in Fairbanks and both communities have agreed to screen all out of hospital births.

So any home birth and any other midwife birth.

We also replaced equipment, we have equipment in three public health centers that are ‑‑ one of our public health centers is in an area where ‑‑ six midwives in that area and they invited them all over for a little lunch to focus training on our new ‑‑ to show how non‑intrusive they were. (Off microphone) and we are interested, we are interested in doing a link of, with our backtrack with our immunization to see ‑‑ we know where one of our ‑‑ I'm out of time.

>> Hi, this is Tammy O’Halloran. I'm with the Iowa EHDI program. Just to give you information about our state, we have approximately 40,000 births a year. Less than 1% or around 1% of those are home births. So I'm going to provide you with very preliminary numbers for 2010. Of the 402 home births we had, which is up from previous years, 213 of those families refused the newborn hearing screen.

It's required by law in our state. The children that ‑‑ we hardly have any refusals in hospitals, but in our home births we have a large percentage of them. Lost contact and for a child to be marked as lost contact, there is a lot of efforts to be made and I will talk about that in a minute, so get those families in, but lost contact was 99 of those 402, so that's about 25% of that.

We had actually one child that was born at home and then went to the hospital that was identified with auditory neuropathy. So, and I will come back to that too. So that's a little bit about some of our statistics. A couple of things we do in our state is, one, we have a web‑based data system. Midwives and those folks are not connected with our system, however, we do have paper forms that people can send in. We haven't been successful in getting those forms in from midwives and those folks, but a couple of things about our state. We have regional education centers that have audiologists on staff that will provide screens for children, hearing screens zero to 21 free of charge. And they are strategically ‑‑ there is no excuse for people not to be able to go there ‑‑ well, I should say ‑‑ there may be transportation issues with some of that. They are strategically placed where people can go there or they can actually have them come to their home.

So we actually put a letter in our birth packets. We started this a little while ago. The letter goes to the families that talked about the importance of newborn hearing screening and those kinds of things. We have a central referral system in the letter. The family can contact this number, or by email or go to the link, type in their zip code and they will be told where they live or where they can go to find an AEA or a hospital that provides screening.

We also then ‑‑ usually we learn about home birth families through our vital records system. So we also in addition to the letter being in the birth packets, we send out a letter to them with a brochure. We also send a refusal format that point. Certainly we don't encourage it, but it was a way for us to figure out which people were refusing and which people were actually going in. Actually the number that passed, the 77 that passed that actually came in, that is about 50% from the previous year. We did do a comparison between metabolic refusals and our hearing refusals, and surprisingly they weren't the same people.

They were not the same people. There were some people that got hearing screens that didn't get metabolic screens and vice versa. So that's not always, you know, it's a little bit of a surprise sometimes. We did set up two screenings in two Amish communities. We met with the elders. We screen in one of the community clothing centers there, and in the other community, we actually screen in the elders home and the audiologist is brought to the home because they have a young child because horse and buggy getting them there is really not the best interview. We are in the process of getting ready to survey home birth families to find out if they aren't getting information, why they refuse, some of those things so we are excited to get that back and look at that. I would be happy to answer questions, but I'm out of time.

>> I just have to say that I have never, ever seen a panel stick to a time schedule like that, so I just sat back and did nothing, thank you. This is nice because these six EHDI coordinators were kind enough to agree to be on the panel and we were fortunate to get a nice geographic distribution and I'm sitting here listening to this thinking unbelievable what drives the problems whether they are cultural, whether size and geography. It's a huge mix. And it kind of makes you realize how complicated this issue is.

We have about 15 minutes, roughly, for questions, and so I think what we will do is feel free to ask an individual or the group and then at the very end, we just have about two minutes to give you a little bit of wrap-up and sort of what are going to be our next steps coming from the AAP perspective with what to do with this good information so I would love to open it up to questions at this point. Let's start over here.

>> I'll add ‑‑ we had lots of good responses and we just, I mean ‑‑ (Off microphone). The northeast typically has lower incidents than the west, but I didn't want everybody to be in the west, so we looked at percentage of out of hospital births and one of the criteria for it was to hear what they had to say but also people with relatively low percentage states it's a really good idea. Just out of curiosity, how many people in the audience are from east ‑‑ okay. Good, because I didn't, other than Pennsylvania, we didn't really have ‑‑ I wanted somebody from the southeast, and there was nobody who would even send in a form from that area to let us know ‑‑ northeast ‑‑ we would have liked to have even a bigger panel, but.

>> RACHEL ST. JOHN: Thank you, Martin, for reading my mind and saying that better than I would say it. We got a lot of good responses and we are limited by time and geography, but we appreciate everybody who gave us information. It's all very helpful.

>> Broken down infants in terms of analysis and ‑‑ home births and our one set at birthing center. We want to do a lot more analysis on that, but ‑‑ and the population varies. Like I said, in Juno, our out of hospital births are ‑‑ I strongly suspect if I did a survey, they would be well educated parents that have made that choice. And our group ‑‑ off the grid, so we have a wide variety of ‑‑

>> So your question was really the Medicaid follow‑up? 

>> We have found that these families typically are involved in the intervention, quickly getting the diagnosis. So we haven't found that as an issue at all. We are still lucky enough to have rural clinics. Our MPHD program can provide clinics into rural areas, traveling pediatric clinics.

>> Can you tell us who you are and where you are from? That would be lovely, thank you.

(Off microphone).

>> I really haven't seen a problem with that in Pennsylvania, because all children are provided with early intervention services and there is no cost associated with that. That's a good question. I don't know the answer to that, but I know they are going onto the diagnostic because ‑‑ yes, and I can go back and check on that, but like I said, the surprising thing in Pennsylvania, one of the points I was trying to make is that overall our incident of hearing loss for both hospital and non‑hospital is 1.4 per thousand, but in our out of hospital births it was 2.5 per thousand screened, so we are seeing a greater incidents of hearing loss and all of those children that were born out of hospital in 2009 diagnosed with early hearing loss I know they did make it to early intervention, and I know one received a cochlear implant. Many of you know Diane Sabo and she is an audiologist that provides care to that child.

The Amish community, we are seeing that they are moving onto getting their diagnosis, but percentages, I really just don't have that.

>> As far as Iowa, we did a focus group and then I visited with the Amish communities I went out into. It does come back to payment. Screening is ‑‑ they can go to a lot of places. In our state screenings are free. As far as diagnostic, it depends. Sometimes if they are enrolled in early intervention, that may ‑‑ they may help with the diagnostic assessment. We did have a small pot of money in our state that was designated for hearing aids and audiological services. So if a family would fall through the cracks, they may qualify for that.

The other thing is we have actually had Amish families that have embraced the technology and I was very surprised their child had had bilateral cochlear implants and they paid for it through their community. It varies, and there is some additional Amish communities we want to get into their area, and visit with and we will do more evaluation as far as, like, payment and some of that stuff. I just wanted them to get to screening first before I started asking them about payment stuff.

>> There is a question about paying for diagnostics beyond the out of hospital birth population and I have used that as another push for early screening because the younger you can get these kids screened and into diagnostics, the less chances of needing sedation. And I find that sometimes I can come up with creative solutions for diagnostics, but once you start talking hospitals and sedation, your bill jumps really high.

So that's a broader issue with out of hospital births and it's a big concern.

>> (Off microphone).

>> We have five minutes left, so we will do, one, two, because I see you on the side, we are not ignoring the side of the room and hopefully we will have a few minutes at the end.

>> I just wanted to respond to your no pay issue. In Kansas we have the children and youth with special healthcare needs. For those that do not have insurance, they do qualify, so it does pay for a one time diagnostic. It will help pay for transportation. If there is overnight lodging, it helps to pay for that, and that's for anyone from 0 to 21, and also if they do need hearing aids, they do have funding for hearing aids as well.

So if you have that program in your state, I definitely would check to see what is available.

>> I just got an AOE for a midwife in southeast Kansas, and she really opened my eyes about midwives and what's going on. And she actually agreed or volunteered that she would screen other babies in the area. She would be willing to travel, you know, an hour or whatever. She was going that way any way, she can stop by. They are very comfortable with her. They trust her. So that is something, you know, that maybe one person could share it as a group.

>> We also have our two midwives up in the far north corner, they are sharing it. So far it's working pretty good. They have missed a few babies each because they are on a two‑week schedule trying to get them on return visits and asked they will them in. But they were very good about saying let it be known in the community, because there is a small hidden community in the very north and she is willing to screen all of the babies and let it be known. I think she will do a better job of marketing than we could.

>> Our experience was the same in Pennsylvania. The midwives we work with particularly in the Amish communities they all seem to know each other. We place our equipment, one midwife is responsible for it, but under our agreement, she is allowed to share that with other midwives in the area. They do do that, I know a machine I delivered just the other day in the Amish community, there are three or four midwives that will share it.

Obviously sharing is a good plan. We have trained 15 midwife groups and they almost without exception, all of them share within that group. So there is four to six at least within the group that share.

(Off microphone). 

>> And we partner with our regional education systems to do, provide the free screening at this time in the coming here we are working on expanding into midwifery.

>> Yes, I think we have both. We have lay midwives as well as licensed midwives in Utah, and I think both have been quite accepting. There is a range in terms of how successful they feel initially with the equipment. So we have had to go back into homes several times and do training. We have an annual EHDI screening training seminar once a year, but we have invited the midwives to come to that, and they are starting to come.

Now, initially they come with the husband so that the husband can find out that it's safe and we are okay and everything is fine, but now they are coming and playing a role as the other screeners and audiologists do in those annual training sessions.

>> One of the issues we are experiencing in Pennsylvania is we have some midwives we would like to screen for us, but up until this point we were only doing AVR screenings. When they tried it they found too complicated, it took too much time. So we are going to cross the bridge and allow them to do screenings with AOE, but we are trying to look for a system so that if the newborn or baby doesn't pass that screening that perhaps they can go to a state health center and get them an AVR screening rather than referring them right to a diagnostic. The other reason I think we are not screening more babies is we just haven't done a good job communicating with midwives.

One of the plans we do have is over the next year we are planning to put together a midwife work group who would work directly with the state EHDI program to help us identify reasons why they are not getting more babies into the state screen. We did the same thing two years ago with the hospitals and it really helped us, so we actually formally sit down with a hospital work group two or three times a year to look at hospital‑based screening issues.

>> I just have three months of data, so I did a quick survey of midwives to ask them how it was going and overall they have screened about 80% of their births in the last three quarters. They said no parents refuses. Parents, the typical comment was that they were glad that the service was offered and they were, you know, very open to it. Mostly they missed it because the two midwives that share ‑‑ it normally does fit in, the AOE's fit in with the midwife protocol because they almost always have the two week visit so it fits with the AOE, not so hard to get the rescreen done. They had all positive things to say, really didn't have any ...

>> The majority of ours that we work with so far are very positive. I have one woman who is licensed. Her daughter was late diagnosed, and you would think she would be on the band wagon, but it's almost like a grudge because her child was not early identified. And her daughter is actually an adult that just received a cochlear implant so we thought, yes, she will get on this, she will be our spokesperson for this, and sadly, she was just the opposite. It takes too much time is what she reports. So we have gone back out and I just don't think she wants to accept it very well.

>> Yes. (Off microphone).

>> I know we are into the lunch hour now, although there is good dialogue going so I would say this goes for members of the panel and audience. If you would like to stay for another five or ten minutes and continue to dialogue, feel free. If you need to leave, by all means get lunch. Make sure that you turn in your evaluation form in the back, and this information will be made available to state EHDI coordinators as well as the EHDI task force, so we are going to take this information from today and move forward with it. If you have any other questions feel free to contact ‑‑ handouts? I don't have any handouts? (Off microphone).

For those of you who want to stay a few more minutes, please do, and thank you so much for coming.

(Applause).

