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>> SARAH RANK: I'm Dr. Sarah Rank, I'm the EDHI coordinator for the state of Georgia. What I'm going to do is speak with you a little bit for a short while about the Georgia system and how we identify and refer the events to the Georgia early hearing orientation visit. I work for the Department of Community Health. Here's our mission. It's a great one. And there's our fiscal year 2011 initiatives. So with the Georgia EDHI program, we are essentially split into 18 public health districts. It is a state‑level program with state‑wide policies and procedures, however, our program itself is initiated ‑‑ initiated from the level of the health districts so we have 19 full‑time newborn hearing screening follow‑up coordinators. So these coordinators are actually located within the public health districts and what they are responsible for is following up on all of the infants who are identified through our birthing facilities as needing follow‑up and tracking and surveillance through the newborn hearing screening program. So these infants are either identified through the hospital systems as needing a follow‑up hearing screen, they either missed their hearing screen or possibly the parents refused to have the hearing screen performed in the hospital so we are going to then try to work with the parents and the pediatrician on having that hearing screen performed outside of the inpatient birthing facility.
So we refer these infants in our system known as Children First and we do our best to work with both the parents and the pediatrician to assure that the EDHI deadlines of the one, three and six are met. Most of you are familiar with those time lines. The initial screening by one month, diagnosis by three months, and enrollment in intervention by six months. 
Our coordinators also work very hard to work with our S settlement NZ which is our electronic database and they enter all of their surveillance and data tracking information into this database be, again ensuring a seamless state‑wide system so that all of our coordinators can work together so if our infants move from one public health district to the next or if they're born in one public health district and they live in another we can share information throughout the state so it cuts down on a logs to follow‑up and eases our sharing of information throughout our state. 
So our referral process, you can see that the initial referral is set to Children First. And our coordinators work very, very closely, again, with both the parents and the pediatricians or that primary‑care physician, whether it be a family physician, ENT, again, pediatrician, to get them to that follow‑up screen as quickly as possible. We encourage our follow‑up coordinators to make that initial contact and get them scheduled for the follow‑up within a two‑week time frame just because we know that the longer we wait, the more likely it is to lose that child to follow‑up. Just because of transiency issues, changing phone numbers, changing addresses, all of those issues that we all face within each and every state. So, again, we ensure follow‑up testing, referral and enrollment in early intervention, our coordinators follow them into the enrollment phase. Not just the referral phase. So, again, a referral to early intervention does not ensure enrollment in intervention. So we work very closely with the families and with our early intervention providers to ensure that they are enrolled, not simply just referred. Because we want to make sure that that linkage is made. 
Now, with reference to the early hearing orientation visit, there are multiple reasons as far as why and when we refer them to Georgia PINES which is the Georgia Parent Infant Network of Educational Services, from here on out known as Georgia PINES, that is one of our many early intervention services that we link our children with. The main and number one reason that we refer our infants there, too, is for a diagnosed case of hearing loss. And I believe they may touch on other reasons as to why children get referred to Georgia PINES but we refer them for chronic and permanent hearing loss and this runs the gamut from mild to profound hearing loss. And this can be sensory‑neural ‑‑ sensorineural hearing loss or chronic conducive hearing loss. If we feel this is going to be a problem with development is, development delays, we'll make that referral to Georgia PINES for parent support. Also we refer them for unilateral and bilateral hearing loss because, again, if you read a lot of the research it is showing that both unilateral and bilateral hearing loss can have significant delays on speech and language and social and emotional development of the child. And acceptance of the EHOS visit, Alice and Melissa are going to go into much more detail with you on this, but what I want to do is just so our involvement in this, when we refer them if the parent takes the EHOS visit and accepts the early hearing specialist into the home this does not end our involvement as part of the EDHI system because it does not mean that they are accepting the service. It just means that this person has come into their home, has explained the options has explained a lot of information to them but the next step is whether they've accepted the services available to them. So our EDHI system will stay involved is until we see whether or not that family is going to accept services or decline services so we are truly going to ensure that that referral is made and then what happens with that linkage to services, does that family take or deny the services. If the families deny the services through the early hearing orientation visit, we will then work with the family further to find out are there other services that are better suited for that family. as far as early intervention is concerned. And I believe that is the end of my part. And then Dr. Stanley and Melissa are going to describe further about the EHOS.
>> ALICE STANLEY: Good afternoon, everybody, I think we have a wonderful day so far, we're happy to be with you today talking about the EHOS visits. My name is Alice Stanley, I'm the program manager for Georgia PINES, Georgia PINES stands for Parent Infant Network of Educational Services. Today, under the current Georgia UNHI system, parents are given an opportunity to participate in an EHOS visit and so once the child is confirmed with a hearing loss diagnosis. I'm here today to talk about our early hearing orientation visit in Georgia. Back in the ‑‑ end of the 1990s, when Georgia first initiated UNHI system, there was an advisory committee set up to advise the UNHI system to see how this system should be set up. And at that time a survey was sent out to the advisory committee to find out what parents wanted from the UNHI system and the program. The results shows that parents were often very confused with the information given after the child was confirmed with a hearing loss diagnosis. They had comments such as they were very ‑‑ feeling very conflicting, they were given conflicting, incomplete or sometimes very biased information from different sources. For example, an audiologist would tell the parents what kind of communication option the family should use when they ‑‑ the family went to an early interventionist then the early interventionist would tell the parents different options. And parents would feel ‑‑ were, you know, torn, feel like they were given incomplete and conflicting information. Another thing we found from this survey was that parents felt that they were not given complete information depending upon where they lived. The resources that are not in their area were not given to them. So the parents do not ‑‑ given the choice ‑‑ given any opportunity to choose just because they lived in different area. So based on the results of the NE survey, the advisory committee recommended an early hearing orientation visit. And we set up that system and started the first visit in July 2001. At that time there were many early intervention agencies and service providers, either public or private, represented in the advisory committee. Which agencies or service provider would deliver EHOS visits? Some agencies did not feel they had the infrastructure or the expertise to stay on this job. And some felt they could not be unbiased because they only promoted one method in their practice. So Georgia PINES was ‑‑ at that time George PINES was established ‑‑ at that time Georgia PINES had been in practice for over 20 years, Georgia PINES was established in 1980, and we had 20 years' experience working with families. And Georgia PINES had parent advisories all over Georgia and furthermore Georgia PINES always believes in educating parents and empowering parents to make decisions that matched the family and the child. So Georgia PINES ‑‑ and also was very familiar with all the resources throughout Georgia. So that was the reason Georgia PINES was chosen to deliver this EHOS visit services for Georgia. 
And, again, Sarah mentioned that when the parent has a EHOS visit from Georgia PINES it did not mean that the family has to enroll in Georgia PINES. 
The purpose of our EHOS visit is parents would receive the same complete and unbiased information soon after the child has a confirmed diagnosis of hearing loss. This is a very important. EHOS stressed the importance of early intervention and parents are told where and how to get early intervention services. I mentioned earlier that Georgia PINES has trained parent advisors.
We have one in each health district. And they are usually certified in license professionals such as teachers of the deaf and hard of hearing, SLPs, audiologists that have experience in working with young children. 
They also have to go through some training in delivering unbiased information. They went through role‑playing exercises and they have to proven in their field when serving families that they could be unbiased. Either in practice or in their attitude. It was very important for Georgia PINES to know that these EHOS specialists will practices unbiased philosophy that Georgia PINES believes. So many of the EHOS visit specialists went through this training and started serving families with the EHOS visits so we've been doing this almost ‑‑ over 10 years. 
And EHOS ‑‑ so today, Melissa is our ‑‑ one of our very experienced parent advisories who also is a trained EHOS specialist and today she's going to talk about our EHOS visit in details. 
>> MELISSA LAWSON: Hello. I have been doing early hearing orientation visits in Georgia since is they started the program. And I very much enjoy doing it for a lot of reasons. When I go in to see is families the first thing I will say to the family is, of course, I'm very happy to be here and that I have a lot of information to give you and that is the best part of my job is that I have a lot of information to give you and the worst part of my job is that I have a lot of information to give you. I make it clear to families that I am not here to tell you what to do. And the beautiful part of having an early hearing orientation visit in my opinion is that years ago families had to spend all of their time and energy figuring out what was available for them in their area, in the state, around the country. In addition to figuring out what their child might need they had to dig and dig for services or they got lucky enough to fall into the lap of a professional who would take them under their wing and guide them the way that professional felt they needed to be guided and I'm happy to say that I'm hopeful that the information I leave with families frees them to have time to spend learning and looking through the information and making a decision about what their family needs and what their child needs so that they can move forward with making decisions and finding programs and matching what their child and family needs are to the resources that are out there instead of spending so much time delving around. There's a good part of my job and a bad part of my job. And what I'm going to do with you guys today is to go through some of the forms and the information that we share with families. As we go through an early hearing orientation visit. It takes an hour and a half, sometimes two hours to do this visit. Part of what I'm charged with as an early hearing orientation specialist is I do not go OK, here it is, I call back, it's my responsibility to follow up with them in two weeks or a month. I leave my number with them. I always put it on this piece of paper, I mean, on the folder itself so they have this and my contact information and I make it very clear to them I am not coming to tell you what to do today. I'm coming to share information with you so that you can start the journey that you need to make, that you will ‑‑ the journey that you are going to be on with you and your family. But you can call me at any time. I don't pretend to know all the answers but I can help you get where you need to get to get the answers that you need. And with that, one of the first things that I share with families is we have a paper that talks about what is an early hearing orientation specialists. These families will have so many people coming in it's really hard to keep everyone straight. And this explains to families what I am right here and what's in this brochure right here. When I'm gone and I tell a lot of mothers, you have a lot of time to read, right? Those of you who children you don't have any time to read. So I spend time to families what some of the information is and I really strongly encourage somebody be there with that mother. I will come in on weekends, nights, whatever, so someone can be with that mother, whoever is taking care of that child because I think the more families that are there the more information they're going to hear and they can take in bits and pieces. Another piece of paper that families tell me they really appreciate is it gets very confusing when you have a lot of early interventionists coming in and we all mean well but we have our different agendas and who's responsible for doing what. This paper explains that, it tells how the audiologist can help the family, how Children First can help the family, how an early hearing orientation can help the family, how Babies Can't Wait, Georgia PINES, so it explains things very nicely to family. We leave families with these resources, this is Georgia resource guide, it has a lot of the same information, just a different format and a CD if families have computers that has a lot of the same information that's in this packet you will find on either of these. And then moving into the packet itself, it is a lot of information, we've got in here a letter from families, from a letter who talks about her journey with her own child who is deaf and hard of hearing and what that looked like in her family and sometimes families find that to be very helpful. We also, for families whose children are six months age or younger we discuss the research and how we have come to where we are with having early hearing orientation visits and early intervention and that the soon we get in there and get help the better children do in the long run. If I go into a family with a child that's supposed to be diagnosed at the age of 2, I do not put this out to them, it's pulled from the packet but we talk about the newborn hearing screening, why it came into place and why we're there because that can be very confusing to families. We also go into talking about how the ear works, what does it look like. Some parents have heard this before, but they didn't remember it so it's always helpful to go over that, again, with them and we talk about all the loss of sensorineural, conducive, auditor neuropathy and we look at the ABR together and if they have questions that I can answer we will answer that, if they have questions I can't answer we find those out together. We will talk about an audiogram, what that looks like, what that means for a family and we talk about how a hearing loss may or may not affect a child's development. The degree of hearing loss. How that might impact the development of a child. And very cautiously go over that with families. We talk about the importance of early intervention is, cochlear implants, again, I'm not there to tell families what to do. I will ‑‑ and I tell families some of the information that I'm going to give you will be helpful to you and some of it will not be. If you need me to stop talking about something that you already know about that's fine with me, but what I'm giving to you somebody else is getting somewhere else across the state of Georgia. I tell them that because I want them to realize that they're getting something that's comprehensive and they can look through. You may not need it now, you may not ever need some of the information in here but you might if you find that your circumstances change, you might need different information. So we go over cochlear implants, what does that mean. There's a sheet here that has more resources that families can look into to get more information. We start going over early intervention and the importance of early intervention. I'm sorry, I'm not using my PowerPoint very well today. We start going over early intervention. And what's available. We talk about Children First, Babies Can't Wait, children's medical services, other opportunities for families. And everything that I talk about with a family I have a piece of paper that I'll leave with them. And I make that very clear. If you ‑‑ you know, if you ‑‑ if you need to call me and say what was that pink form you kept waving around at me, people will call me and I'll say "take a look, it's in the back," to help families remember things at a later date because like I said, there's a lot of information in here and we're charged to give them a lot of information. We also talk about when I'm talking about the importance of early intervention we talk about the sense of urgency. And we'll ‑‑ there's another slide about this in a minute but really what I want families to understand is that what you guys already know. That the earlier that you get intervention the better outcomes that children can have. And some families feel the stress as you all know that they have to pick a communication mode, I have to pick one and move forward and I try to empower families say it's a match that you want to happen between you and your child and what works for your family and children change and the best that we can do is hold on for the ride sometimes and know as much as we can know so we can make those changes as a child changes. So you're looking for a match. And if something's not working then you and the team need to get together and decide how can we modify what we're doing to make it work because you want to see your children making progress, a year's progress in a year. We want to see them start catching up and getting where they need to be. So if something's not working don't be afraid to try and change it or modify it. So a sense of urgency, we talk about that. We talk a lot about language communication being important, stressing how important it is to communicate with your child and that takes precedence sometimes and that that's an OK, thing. We also show and we watch this together, it's beginnings pathway, are y'all familiar with that? It's a wonderful CD, I all of a sudden can't find in my plethora of information here there it is. And we sit down and we watch this together. And families like doing this. It gives me an indication of where families are sometimes when we sit down to watch this. Because you will see different reactions. And families will ask questions. But we springboard off of this which is called "pathways to language and communication," put out by Beginnings. It's about 20 minutes, 20‑25 minutes. It really does, for those of you who haven't seen it it does a wonderful job of talking about the importance of language and then it goes through the communication matches that are available is for families to take a look at. And it's all presented in a very wonderful, unbiased manner. And since this pathways CD goes away with me, it doesn't stay there, we have some reference materials that I pull out after we go through that. And it has communication options from visual to more auditory that we leave with families. And in addition to what is talked about on the pathways video CD, we also talk about knowing your options and there are pros and cons to everything. And that families need to know what's available and look at their child to make that decision. We have paper, we have information on cued speech that we leave with families. We have information on signing as a bridge that we leave with families and we talk about that. And the way I do this was a little different than the PowerPoint center up here is I actually once we go through the information, we have pamphlets that we leave families with and I actually go through these with families after that and link them back up with the communication choice that was discussed in the DVD. One that we talked about is Georgia PINES which Georgia PINES serves children, birth through 3, sometimes one, five, depending on when they were diagnosed. We support families in their home. And make it clear to families that you can have any of these, all of these, one of these, whatever you want, because guess whose baby it is? It's yours, because you're the parent and you birthed them you are the one that gets to make that wonderful decision. We talk about all of these options that are in here, the John Tracy Clinic is a correspondence course that we leave for families. The auditory center, Atlanta area School for the Deaf, Georgia School for the Deaf, we even have a brochure from Savannah, we talk about Georgia hands and voices, and we ‑‑ there's a program called listening ‑‑ listening, talking, learning which is an auditory‑verbal therapist through the Atlanta School for the Deaf who provides services for six George PINES families for free, she's an auditory‑vocal therapist. We go over all of this, and I try very hard to link them back to the communication options that we have. I have just a couple other things that we go over. We have Internet sites that are extensive, we have resources, organizations around Georgia and across the state. One of my favorite ones is to pull out for families is, you know, in this profession we really like talking our talk and for families, there's a definitions that we leave with family members so that they ‑‑ terms and definitions so that they can understand the words that we use or that doctors or other professionals might use. And we have ‑‑ I think I already said that but we had Internet providers ‑‑ Internet sources, resources and another one that's my favorite is this Georgia service provider sheet and it has every name, address, phone number for services related to deaf and hard of hearing across the state of Georgia for families and it's a wonderful program, I mean, a wonderful sheet if families want to go to the Atlanta speech school the address is right here and the contact information is right here. I strongly encourage the families to go look. You don't know what things are by this. You know what things are by seeing and experiencing and taking a look at the programs and the services that are available firsthand yourself before you make that decision. Like I said, before I leave, I have to get a signature and make sure that everybody ‑‑ a couple things, I'm sorry, I did not go over is parent‑to‑parent which in Georgia is a parent‑to‑parent link, it links parents together. We talk about the importance of making sure that children have is ‑‑ their vision is OK, and why that's important and get to a pediatric ophthalmologist if you need to and there are two developmental brochures that we leave for families to get some idea of what children should be doing in developmental milestones in relationship to hearing and in relationship to speech and language that we leave and go over. We talked about the sense of urgency. And I think I've talked about some of the other things. I was wondering if anyone had any questions or comments. 
>> [inaudible] somebody. 
>> MELISSA LAWSON: I'll tell you what I think and you guys can ‑‑ probably the EHOSs I do is Savannah, I can't address rural Georgia but I go to inner city Atlanta homes, that's where I work primarily. And I've done a lot of these and I think that this is only as good as the messenger. And I think that with any ‑‑ anything that we provide, it's only as good as the person who presents it. And I think you get a sense of when family ‑‑ you've lost them. There have been times when I've come back because I knew that they weren't getting things or I will call that family more often to make sure that they understood things or I will contact the service coordinator if they're already enrolled with Babies Can't Wait and I'll explain to them I felt like it was too much and how can I help facilitate that family getting some more information. I will not ‑‑ you will not see me argue with you that this is not a lot of information. It is. And I ‑‑ you know, I've had a sweet mother whose baby was literally three weeks old, you haven't had a baby but those of you who have had, you don't ‑‑ not you personally, but you know what I'm talk being about you're dead tired and she literally fell asleep while I was sitting there. Bless her heart. I was trying my best to keep her engaged and I went back, literally went back and I think this is a concern. Alice, do you ‑‑ 
>> ALICE STANLEY: [inaudible] (off microphone) 
