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 [  Captioner standing by ] 
>> Good morning, hope you all made breakfast.
You're here for the presentation: Why don't parents do what we tell them? And I'm going to let Shelly introduce herself.  If you have any issues or questions, I'm right over there.  Thank you so much.  
>> Good morning.  I'm Shelly Bergeron, I'm a parent.  This is my family.  My husband, Jon, is a psychologist.  We live in Austin, Texas.  And my older son came to us from China when he was 14 ‑‑ actually, three days before he was 14. You can't be adopted after you are 14 in China. We got him three days before his 14th birthday.  He is fluent in Chinese sign language, ASL, he can read and write Chinese and working on reading and writing English.  We got him six years ago, and my younger son, Tanner, came to us when he was four and he's the reason we know sign language.  He came to us when he was ‑‑ as a foster child, and we didn't know any sign language.  They called us from CPS and said, we have two kids.  We said we will take one. And they said the little boy is deaf.  And we said, we cannot take him, we don't know sign language.  And they said, he doesn't either. 
We took him in and all learned how to sign.  And I became a certified interpreter and we lived in a different town.  And just a couple years ago, we moved to Austin, Texas, because my younger son has some additional neurological disabilities so we moved him into the special needs department for Texas school for the deaf.  I'm an accountant but becoming involved in the deaf world has changed all of our lives and perspectives.  So I now work at the Educational Resource Center on Deafness, ERCOD, at the Texas school for the deaf and work as a family involvement specialist, helping families all around Texas that have deaf or hard of hearing children.
So that is who I am, and who I am today. 
You may also wonder why I'm talking to my perspective ‑‑ I'm talking as a perspective as a parent, but also as a professional.  But I never had those professional services that many of you provide, because I got my kids at four and 14.  We did receive some EI services graciously, just to learn about deafness and deaf culture and hearing aids and cochlear implants and all the variety, because we had no idea what any of that was when we got our kids.
Both of my kids are profoundly deaf.  My older son just graduated from TSD in June, praise the Lord.  We thought he would be in jail, we're happy he's not. That's a whole 'nother story as well.  And he is working full time and going to college full time.  Pretty good for a kid who just came six years ago from another country and grew up in an orphanage.
So my title: Why don't parents do what we tell them, I would love to talk about this longer because we talk about difficult families sometimes and we all work with difficult families and we could sit here and talk about that all day, and I would love to get your opinions on that, what is a difficult family, how do you work with them, but we don't have ‑‑ we have 20 minutes.
So I know ‑‑ how many people ‑‑ how many are audiologists? How many are SLPs? EI? And then parents? Oh, wow.
Okay.
Just trying to get a feel for ‑‑ that's a lot different than I assumed this group was going to be.  That's just great.
So two little stories: Again, I didn't have your typical early intervention stuff.  I didn't go to the audiologists because I already knew my kids were deaf.  I didn't go through the grieving process that most families go through.  We still have some things where we're like ‑‑ oh, I wish I had this or my kids could have done that, most of that is adoption‑related and not deafness‑related.  In our family, we're just like, this is the way they are and the only reason we have our kids.  We wouldn't have them if they weren't deaf.  It is a little different story than most families go through.  I have a couple interesting stories of families.  One of them, the son was diagnosed ‑‑ he was adopted from the Ukraine, adopted as 18 months, and he was found at the audiologist to be profoundly deaf.  He was handed a book, We Can Hear and Speak, and that is all they were told and they left the office.  There were no additional services recommended, provided, nobody to go to, and they didn't know what to do.
And another family, the EI provider came to their home and she said: Here is a book on how to learn Braille, for her deaf daughter.
[ Laughter ]. 
So there are these stories out there, right? 
And hopefully we have all improved since then, but one of them was just a couple years ago.  We're hoping that we're going to avoid some of these stories from now on. 
So I wanted to kind of look at how do we deal with difficult families? So here are our objectives.  I will let you look for a moment.
This is what we're going to try and talk about in 25 minutes today.
So, this top picture, right, this is what we all dream about when we're talking about thinking about our careers and we're going to work with families and everybody's going to be so happy and they're going to listen to what we have to tell them and they're going to do it, and everybody's smiling and pleased.
And then the bottom picture is what we feel like a year later, right? 
[ Laughter ]. 
I think it is entertaining why we picked ‑‑ a couple co‑workers and I talked about this title, why don't parents do what we tell them, because we're not supposed to be telling them what to do, we are supposed to be working with them and giving them options and resources and not telling them what they need to do.
So, a couple things when we're working with these difficult families is to first of all recognize ‑‑ even if they're a difficult family, it means they're involved, right? 
So a lot of times, we don't have involved families with our deaf or hard of hearing kids.  And so if they're difficult, it's at least ‑‑ let's try and re‑orient our perspective to make sure they are involved and we're happy about that, and how can we work with that, changing our perspective.
And I know you all learned this, but trying to learn this from their point of view, what this looks like, they may be going through cycles of grieving that something new has come up, and they recognize ‑‑ oh, I have to grieve this new loss.  And that can be really hard on these parents.
My husband, a psychologist, has done a lot of talks on that around the world with adoption and on deafness on the grieving process.  We need to try to remember that families are still grieving and that's hard for us to understand as professionals, because we just keep seeing it and we're used to it and it's normal to us, but it's not normal to them.  If we can re‑orient our perspective, that's one way to start.
And then also to try to re‑focus, and try to re‑focus back on the relationship.  Sometimes we got involved in telling them the information, and I think we've all learned a lot lately about cultural sensitivity in that ‑‑ that's about relationships.
And so, if you can try to back‑up ‑‑ and I know everybody is so short on time all the time with your patients, with your families, but try and focus on relating with them and how it's about the family and your relationship with them, and not just about throwing information at them.
And, you know, if you do have a difficult family, you can try to ‑‑ if you are not able to get out of that rut with them, and they just keep being stuck, come up with an action plan, just like you would with one of your students ‑‑ try and say, how can we work on this together? 
Because really, right, don't we all just want to ‑‑ we all have the same goals, we have the same goals for these kids and we all want them to succeed.  Let's see how we can work on this together with our families.
And then also recognizing that ‑‑ remembering that it's not your job to change their minds, it is not your job to force them to decide on anything and sometimes that takes some pressure off of you and say, okay, my job is to provide comprehensive, accurate, well‑balanced and unbiased information.  It doesn't mean you don't have biases, but it means you have to provide them all the information and provide that in an unbiased manner.
And I've got handouts ‑‑ I don't know if they showed up on the website.  So if you want ‑‑ thanks, Suzie.  She said the presentation did, and not the hand out.  You can e‑mail me, I will e‑mail you the information at the end.  Throw out your name and I will e‑mail it to you.  So some of these statements are specific from the JCIH and I will give you information on those hand outs. 
So let's talk about identifying our barriers.  Who likes to talk about their weaknesses? Not me.  We like to talk about all the good things we can do, but weaknesses are hard to talk about.  And sometimes evaluating ourselves is a difficult thing to do, but it is really important so we can help these families to do what is best for them.  So we need to be aware.  And I think one of the biggest things we need to remember is that most of ‑‑ most of you who are professionals are not also a parent of a deaf or hard of hearing child, I would assume 
So, if you are, then just forget what I'm about to say.
But, by being a professional and not being a parent, you just need to be aware that you don't have ‑‑ you don't understand where they are, where they're at, and you can't.  And that's okay. You won't ever know, good and bad.  You might not want to know what it's like to be in their shoes.  It is the same as a family that is in poverty, or from another culture ‑‑ we all need to be aware that we don't know what we're feeling. We can imagine and we can try and help them to ask what they're feeling, but we really don't understand ‑‑ just like I fully will never know what it's like ‑‑ I'm in the deaf world with my job and family, but I don't know what it's like to be deaf 
So awareness of what you're lacking, or what you don't have, even though that's hard to think about, is something to keep in mind.  And that could be a barrier to helping families, that you are thinking that you really do know.  And letting them know that you know you don't know, that's okay to let families know.
And also being aware that families do have things to teach you.  They might seem like they don't know what's going on, and maybe they don't.  Maybe they are completely clueless, that's what we were like when we got our second son.  How do you start raising a 14‑year‑old that grew up in an orphanage? We didn't know what we didn't know, which is better, because I probably would have never taken him home if I knew.
But parents have something to teach you about their kids. So things you don't know, try to take that in, even if it's hard, and you think, they don't know what they're talking about.  That's okay, they know their child.
Also remembering that you need to be aware that you don't know all the information, you can't.  You don't know everything that is out there, there is new information coming all the time.  Maybe you need to get somebody in there to help with cultural ‑‑ maybe it is a Spanish‑speaking family and you can help, but you need somebody to come in there who is from that culture, or to train you to talk ‑‑ oh, this is what's going on.  Being aware that you don't know ‑‑ maybe you know ASL, but not LSL and this is a family that is interested in their child learning, listening, and speaking.  So getting somebody in there, or talking to somebody with that knowledge and providing it to you and it to them.
And that is also JCIH and I have those handouts, too.  So you don't know anything, and just knowing that and being prepared to find somebody to help you.
Adaptability: Sometimes when we have a short time with our families, it is hard to adapt to what they need.  But we need to adapt to fit whatever they need, whatever can help them.  Whether they need more time, whether they need different situations, different training, they need something different ‑‑ trying to recognize that what you're doing isn't working and so let's try and change what you're doing to fit what they need 
And then acceptance can be a hard one.  I think acceptance ‑‑ both of the family, for them to accept the status of their child's deaf or hard of hearing, whatever they need to accept, and also us as professionals, accepting what the family decides to do. And that can be hard because it seems like something isn't working, or what we see is best for the child, but accepting this is the family's decision and this is not our responsibility.
So I think some of these are hard in identifying these barriers, because it is hard to look as ourselves and say, we are supposed to know everything, we are supposed to provide all thes information and we have this limited time in all this information to give to these families.  If we can try to evaluate where we're coming from and see these barriers, hopefully we can try and help them a little bit better.
How do you assess your work with your families? Well, empowerment is a huge one, right? I'm going to read a couple of quotes that are actually ‑‑ they are from ‑‑ they are on the hand outs, they are from the research that was done and on the JCIH, and these are portions of the quotes: When families receive support from professionals who are knowledgeable about children who are deaf or hard of hearing, emotional bonding between parents and infants may be facilitated.  In addition, there is evidence in the literature that some parents experience negative emotions when service coordination is provided by individuals without the core knowledge and skills for working with children who are deaf or hard of hearing.
So that can be a little tough, right? If I don't have all the knowledge, I can be imparting information that is not accurate or not the right information because I don't have all the knowledge, all the skills, or all the training, and that can cause negative effects on families.
My husband can talk about that as a psychologist.  Next year I will bring him along and he can do the second part.  But it is really hard to think about that we can be causing more problems for families.  So we want to make sure that doesn't happen, and we want to make sure that we do have the knowledge or, if we don't, that we find it.  That we get it from somewhere, or someone else, we ask someone else for help because that is going to make everybody the most successful 
So we want to empower families with our own knowledge, whatever knowledge that we have, give them everything that you know that is going to help provide them.  And then we also want to provide them with knowledge from other specialists ‑‑ if there's a child, again, from another culture, or maybe has additional disabilities, or other issues, we need to find other specialists to help them, bring them in to support the families.  I know we are always talking about lack of time and that can be a huge issue, but if we can find ways to provide these other specialists to families, that will empower them for a much more successful future for their child 
And also providing family to family support, make sure that we are providing that and access to other individuals who are deaf or hard of hearing.  The family‑to‑family support is huge, and often times I'll get calls as the parent liaison and people will ask me all kinds of questions ‑‑ you just don't get it.  And I will say, actually, I do.  I have two son who are deaf.  Even if it is a totally different situation, it shifts how they listen and how they can talk about it.  So if you can find a Guide By Your Side program, another deaf mentor, another deaf adult that has been in this situation, or a family in this situation, that's a huge support to these families and it will make a difference to them as well 
And then the same with the deaf or hard of hearing, the deaf mentor, or another adult, because we have all heard the stories about kids and families who grew up and have never met a deaf adult.  And so finding someone ‑‑ just for the families to see and meet, I think, is a huge way to empower them.
So how do you know what you are doing is effective? This is one where you have to do self‑evaluation on, and it is hard to know, and one way is you can work with your team and try to come up with, depending on what your professional status is, work with the team and try and come up with an evaluation and have it be anonymous that is sent to families, and ask them, is what I'm doing effective? It needs to be objective, or as objective as it can be, and try to come up with limited to maybe five questions, and is this, this, and this happening, did you see this occurring, how did this help you, and try to come up with an evaluation to send to your families about your effectiveness.  It is not always easy, and again time, and it is also hard to find ‑‑ it is hard to get the families to actually do it.  If you can assure them it is anonymous, it is going to help other families, whatever you can do to assist them, it will be a huge benefit to you to see where you need more ‑‑ maybe you can shift some things, maybe your families need some things changed, how you can do different training to help you in those areas.
And evaluation ‑‑ evaluating yourself.  And that is kind of hard to do.  So I'm so excited that yesterday I had a meeting with our student stakeholders.  You can go to the recommendations in JCIH and there are all of these recommendations in the appendixes to do a self‑evaluation.  And yesterday, Suzie Tikes in Texas, they are working ‑‑ it is in a draft, but it is in the process of a self‑evaluation, and it talks about different areas, and they have it in the handout that is not online, so let me know, or you can talk to Suzie afterwards. This is a self evaluation that you can provide, if you are in Texas, continuing education when it is completed.  Is that right, Suzie? So there's a couple different ways to go ahead and evaluate yourself to see where am I in this, what am I lacking, what areas do I need more training or knowledge in, how can I help families? Because, again, isn't that our goal? We all want to be ‑‑ we are in this to try and help, help families.  If we can figure out, from ourselves what we need to know, evaluating ourselves, empowering the families, doing all ‑‑ 
[  Drop in audio, captioner is calling back via Skype ] 
>> And I think there are ways, then, to try to find support for those families.  Again, we can try to find that aspect.
[  No audio ]. 
>> She provides a folder to all of the families with all of those resources in there.
Thank you so much for attending.
[  Session concluded ]. 





























>> Hello, everyone.  You are here for the presentation, it is starting a few minutes late, so it might go a few minutes late, if you can stay.
It is entitled: From triggers to resilience, raising a child who is deaf or hard of hearing.
And I'm going to let the presenters introduce themselves.  

>> I'm Shawn Kalback, I'm a psychologist at the Edmond pediatrics center in Maine.  I work with kids that are deaf and also with other developmental needs. 
>> I'm Cheryl DeConde Johnson, and I started my profession in education as a parent.  So I'm more wearing my parent hat today.  My daughter was diagnosed late, she was born in the 60s where we didn't have early identification or intervention services.  And so, for me, the diagnosis was a relief because it came at the age of two and a half to three, and finally we had an answer.  And the perspective of the parents back then is very different than the parents who get the diagnosis early on. 
And I also did not have the advantage of early intervention services.  And that was also back in the time when, as parents, we were not given much information.  And so many parents come back from the Rubella epidemic generation as teachers of the deaf because we wanted to learn, and then we found out that this is relevant, we are motivated, and there are many professionals today who began their journey then. 
So I'm curious, I have several parents in the audience.  I assume that you are a parent.  And how many of you as parents are also professionals? I consider parents who are working with other parents to be professional.  Great.  I will turn it to Sean to start. 
>> We are going to talk about complexes and positive psychology, how to manage triggers as they come along, including parent‑to‑parent support and, as a professional, learn and understand about these concepts and how they may work through some of the families that you are working with and how you can support and recognize what they are going through.
But, we will start back in the beginning with the newborn hearing screening. We all have those memories, we remember different things in our lives, and the universal newborn hearing screening started when I was at Gallaudet.  I remember my professor coming and talking about it in the third floor ‑‑ and I look to some of the folks who have been doing this for a long time, like Carol and Dr. Yoshinaga and colleagues who had the foresight to say, wow, this is amazing in terms of access and development, but we are shifting the way that that information, that diagnosis ‑‑ we go from having, I love how they phrase this, an institution‑led, or hospital‑led diagnosis, versus a parent‑led diagnosis. And we all know that, before the universal newborn hearing screening, that was often led by parents.  We kind of flipped that on its head with the universal newborn hearing screening. 
One of the early studies in looking at parent's understanding of the diagnoses included sadness, frustration, loneliness, and blame.  Those are some raw feelings.  We heard the word grief a lot this morning, and all of those emotions really fit that.  I have a problem with that as a professional and as a parent myself.
Grief is pretty linear, you expect it to end.  You have these stages, you go through them, you accept it, you finish, that is wrong.  It makes an assumption from a professional state, why don't the parents just get over it? C'mon, they are in denial.
That is as difficult as you can get with a baby and you are trying to figure this out.  And you know that this doesn't just happen with hearing parents, there are deaf parents of deaf kids, and deaf parents of hearing kids.  And all of these feelings happen when you get a diagnosis.
But I wanted it take it a step further, this is a little more complicated than these beautiful, nice steps.  It is the process of going through a ‑‑ and there are lots of disabilities that go three this, but with deaf or hard of hearing, there's a stage ‑‑ you can get re‑triggered, we will talk about what that means, that feeling.  And I would like to ‑‑ my family's a big fan of Chevy Chase, and here it comes again.
So the problem is, these feelings: Shock, denial, those don't always taper off.
And there are a lot of other feelings that families have, like relief, and how do we finally know what is going on? So sometimes it gets dragged out, and you have families who is 10 months and 18 months who don't know there's a hearing loss, they are probably feeling overwhelmed. 
And joy, you have this baby in front of you, there are a lot of times when languages don't do justice, and I think this is where American Sign Language, if anybody is daring enough to stand up and sign? Anyone? 
Anyone ‑‑ would anybody be willing ‑‑ would you be willing to stand? And I looked online, and I didn't get a nice ‑‑ thank you ‑‑ for doing that.
So me, that visual sign for grief, it just represents the caring of the heart, you have all of these hopes and dreams and all of this other stuff, but you need to feel validated.
So grief. 
And the other thing is, it is not just about the diagnosis.  Dr. Adam who did our study at Gallaudet did a poll of moms, and we found out that 80 percent of moms were okay.  So it isinate just about the diagnosis. 
So we will talk about triggers, what is a trigger? Well, complex grief is the trigger of the month club and the trigger is the dam, those little reminders pop up and remind you, here I am again, my child has a hearing loss, things are a little more complicated right now.  Those reminders can be as you are walking through the super market and you see a family, or people are posting about their kids walking, talking, graduating.
You know, they are experiencing those feelings and it is important to recognize that ‑‑ oh, that's what it is.  Because if people are around you, especially some of our professionals, they will say, what is wrong with this families? We were doing great things, and then all of a sudden, I haven't seen them in months. They all of a sudden become a difficult family.  They are not difficult, it is just a reminder ‑‑ there it is again.  We just need to go through this. 
And the other piece that families shared with me, it can be different with different members of the family.  A grandparent can respond differently to different triggers. 
Mom, you were right there with me, or a husband or a partner can have different triggers.  It is important to recognize that not everybody in the family recognizes or has the same feeling.

>> So I'm not sure that we have time, but maybe one of you would be able to volunteer something that's triggered in your life, your daughter or son's hearing loss, because as a parent we really focus on, our kid is a kid.  Our kid first, and we are going through development with our family, our community, whatever that is and, as Sean said, these events occur that bring back the fact you have to accommodate, you don't have the access from that experience, something reminds us that you have to do something different.  So I think this is a great experience to do with families of any age.
Would anybody be willing to share something that triggered for them, that you had a little bit of grief about the fact that this is different and you have to think it through.
Watching teenagers walk and talk? 
I'm going to, for the captioner's sake, pass the microphone.

>> [  Audio difficult ]. 
And it was ‑‑ [ indiscernible ] ‑‑ at all.  And something happened with the mom. And he missed out on an opportunity ‑‑ he was a straight‑A student, and they were [ indiscernible ].  And, at the end of that two‑week class.  And he ‑‑ [ indiscernible ] ‑‑ and he didn't have the book to read it, and he didn't pass the test.  So the day that I ‑‑ [ indiscernible ] ‑‑ he never experienced a thing like that, there is nothing that I could do.  I could not make him see how upset I was, that I had to make him go somewhere.  
>> It is hard, as a parent of a little kid ‑‑ I have to [ indiscernible ]. 
>> I think the difference now is that I have a 16‑year‑old, and she is going through her own triggers, and now we are going through, why is this happening to me, and now she has these triggers and I know something has happened, something has been said, and we are in the process of trying to figure out how to process that grief.

>> I just have a really quick one, but my daughter is 22 now.  
>> So one of the things that I think we can do as families is talk to them about these kind of roles that we can experience as parents that prepare them.  There are going to be times when certain events will happen, and these are just regular family activities, and also through this transition period part, we can see that you are re‑visiting the whole IEP process, you have to go through the extra things, and all of the access to accommodations. 
And then they enter elementary school, middle school, high school, and transition into adult life.  And, as a parent, I'm still experiencing those things, and that kind of troubleshooting and talking through how would you do it differently, how do you feel about that, even though they are very confident in who they are.  So just helping parents prepare in advance for this and, actually, for me, I was at a talk called ‑‑ by a psychologist in Colorado, probably when my daughter was, maybe, 32 or 33 and they talked about these triggers.  And that for me was like, okay, accidents happen, somebody else had to help me understand that I was going through these different periods.  And I think that's what helped me to process, to prepare families that these events are going to happen and that's okay and that is part of development, you learn from those experiences.

>> I talk with my hands too much.  So we want to move, though, to ‑‑ we know it is a part of life.  What do we do? 
So we're going to borrow from some of the literature related to post‑traumatic stress disorder.  What is resilience? It is brought through the development to have a positive outcome, it is a process, it is not finite, and there is no end.  It is also the ability to maintain ability, it means that you recognize it, accept it, and move on. 
And I want to talk ‑‑ a lot of these are self‑explanatory, you hear about hardiness, that people feel like they can impact their environment and learn and grow from their experiences.  This is EDHI.
And this is more on resilience, not just about responding to a child's needs ‑‑ but most of us can go through one or two of these events and they are just fine, and pretty big ones.  They are looking at the research, that one or two things, you can handle it.
So we can handle it.  The nice thing is that we have data to say: Hey, guess what, these factors of resilience are true for families of deaf or hard of hearing.  So there's the same theme: Affirming communication, religion, personal meaning, acceptance, these are all factors that they found in their self‑efficacy.

>> So I want to share with you a study in a model that I think is real helpful because it talks about the value of parent‑to‑parent support and how critical that is for all parents as they are raising their children and especially deaf children.
So this is a study that was done in Canada, and they developed this conceptual framework, and they did a review of the literature, and I think that 39 peer‑reviewed articles between the years of 2000 and 2014 to look at different research that has been done on parent to parent. 
And so they have developed a model, which I'll share with you in just a moment, that looks not only at how complicated it is, but I think it starts defining parent‑to‑parent on multiple levels.  It looks at well‑being, knowledge, and empowerment are the key areas we want to focus on when we are looking at parent‑to‑parent and making sure you provide it. 
This model is a little complicated, but it talks about on the one hand supporting parents, and on the other hand, learning parents. And you can see the learning parents part of this is a little more complicated, as learning parents we have a lot to learn, but it talks about learning through the process of well‑being, going through the process of acceptance and grief, knowledge, and then empowerment.
And then we have those same areas on the other side for supporting parents.  The concept here is the connectedness and the mutuality.  So as learning parents, we are sharing information and learning together. The connectiveness, the supporting parent aspect is looking at how we connect back the support to parents that are learning parents, and illustrating what happens when we have parents that are you, that are educated, that can support parents that are going through this and how critical that is for the development of those new parents, and then those parents can help the new parents later on. 
And to me, this is validating.  I was the director of an education program, we had close to 21 kids in a regular school, but we had sort of a separate program from the regular school.  And we had great parent involvement at preschool, early intervention preschool, maybe elementary.  You could see as the kids got older, the parent involvement ‑‑ 
And by taking the parents that we thought really had great skills, and we had them mentor the new parents, and we gave them a role and we gave them a family, and that brought back our parent ‑‑ that gave them a support and that re‑engaged the parents. 
So this is an example of components that we would look at in that process, and the article goes into a great deal of detail.  And I can see that we are running out of time ‑‑ we will just refer you to the article.
But it's ‑‑ I think this really serves us well.
And I'm going to say just for a moment because we have a mixed audience, is this whole notion of moving from a medical model, a medical perspective, of deafness to a social perspective.
And this is actually in the World Health Organization's materials, they talk about how the medical model sees it as a problem, and the remedy is some kind of healthcare, and the social model talks about disability as a difference, and even though all of us, even though we don't view us as being disabled, we will experience disabilities later in our life.
So, the remedy for that is how we negotiate with them now, and teaching our kids to have self‑determination, and self‑advocacy skills so we can be the remedy and resolve the problem.  So it is important that we move and shift diagnosis to this more social model and not talk about it something with efficiency, and I don't really like the word disability anyway, but we have ‑‑ 
>> Yes, that is perfect, I will do a brief thing.  A lot of times, the focus is on the negative.  But actually, there are a couple recent theorists that move towards positive psychology.
And, you know, this is a Martin Seligman quote, that I think really fits the conference here as well as being a parent of a deaf or hard of hearing child to nurturing those qualities. 
I have a former colleague and classmate, Dr. Brice, who took those concepts and said how does that relate to families who are raising deaf or hard of hearing kids.  And this was the statement, and her interview with nine or 11 families, this is right out of the literature.  I love finding the positives in the small stuff.  When it is good, it is really, really good.  And I'm a better parent because I don't take things for granted.  Learning to let go, learning how my child learning, learning about myself, learning to be an advocate.
So, wrapping up. 
>> So, you know, having a child who is deaf or hard of hearing is really a gift, and I think as we raise our children, we learn how our lives have been enriched and our relationships have been enriched.  We look at relationships, and it really is about relationships.  We look at this differently because we have a little bit more sensitivity.  And we understand that a child is a child first, and whatever works in the family situation, the parents have to be educated.  They are the ones that are going to change the system, so their power and knowledge is what is critical to us being able to do our jobs and be able to have better outcomes for our children.
Because, as parents, we have to have confidence in our providers.  We also have to take the responsibility for raising our children.  They are our children to raise, the school's job is to educate our children, but we have to place value, and instill what that child is in the home situation.
And parent‑to‑parent support is critical and, as parents, we have to facilitate that.  And I believe it is essential that, if there are parents of a child, you have to ‑‑ drop in audio ‑‑ whether that means traveling to other events, but I think the friendship piece, and it really came out ‑‑ we have to be vigilant.  I can't imagine being in a situation where you're having to be the transliterator and see what is going on and the lack of access and not being able to do anything about it.  I don't know if that is out there, but I applaud you for being willing and able to do that.
We have to understand their behaviors, and the whole incidental of communication through spoken language ‑‑ as parents, we have to know, how do our kids know how to enter conversations, leave conversations, and get attention? Social language is what separates our children, so it is important they have those skills. 
And provide guided failure.  We're out of time, but I think we need to let our kids fail and be there to help them problem‑solve, what happened, and what can they do differently.
And that's one of the roles when we are both parents and professionals and things happen, you sometimes want to step in because you think your children failed.
So I wouldn't change anything in my life, and this is my daughter and I a long, long time ago.  My daughter with her children, and she currently is an academic advisor at a college.  So she works with both hearing and students with disabilities at college level, and loves to work with them.
Do we have any questions? Okay.
Thank you.
[ Applause ]. 
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>> Hi, can everybody hear me in the back there? Okay, great.  Welcome, everyone.  I'm Amy Hartman, clinical director with the University of Wisconsin, Madison, this is Hanna Sawher, a third‑year audiology student and will be presenting.  And this is Dr. Elizabeth Feliger, who is with the state EDHI program, she is the director of that program. 
So we're going to be talking to you today about a project that we did in collaboration with our Wisconsin Beginnings and the university.  We will give you background on the project, talk about research goal methods, the questions we use for the survey, the results, and some practice implications and future direction.  This is day two of EDHI, you all know this, this is why you are here.  But early detection for children who are deaf or hard of hearing is crucial for development.  We know this, we know that whatever choice that families make, that early detection is a crucial part of the whole process.
So, we wanted to talk again ‑‑ this is review for everyone, we know about our goals.  We know about our 1, 3, 6.  But you probably all heard that ‑‑ although we are doing a good job with our one‑month goal, we are having trouble with our three month and six month goals.  We will focus on the three month goal today, that's something we want to talk about, why aren't we getting our kids identified by three months of age? 
So, what are some of those reasons? There's been some research out there that has ‑‑ that shows a lot about the surveys of audiologists and EI providers as to why they think this is happening.  There's not a lot of real evidence as to why it is happening, though.  But some of the reasons that we've heard about, or people hypothesized, have to do with limited access to pediatric audiologists, long wait times for appointments, other medical conditions, possibly a unilateral, or more minimal, hearing loss, physicians taking a wait‑it‑out and see approach, inconsistent provider knowledge, having no consistent protocol, and information gaps between providers.  Those are some of the reasons we've heard.  There's been some talk about maybe some of these gaps in knowledge and not adhering to best practice guidelines.  And people have suggested that maybe we need more specific guidance on giving this.  So giving guidelines to providers what they can do in order to make this process occur as quickly as possible.
So some states have been working on developing state pediatric audiology assessment diagnoses.  We have national guidelines from AAA, but people say maybe we need state‑specific guidelines.  And in Ohio, we talked about how they are willing to develop their guidelines.  And we wanted to look a little bit into this, this is something that comes up quite often.  We have providers, and Dr. Seliger can attest that she has providers calling and asking questions about this process.  She had a call that said, I have a child, I don't know if I should wait to test them or test them now, if I test them now, how do I do that? So these are the questions that people are still having. 
So let's talk about how we are doing in our state.  This is from our Wisconsin Sound Beginnings state report from 2015.  So, in Wisconsin, we have a little bit over 66,000 babies that are born in 2015.  And, of those babies, we had about 18 ‑‑ a little over 1800 that did not pass the initial screen.
So, of those 1800, almost 1300 of those went to pass‑re‑screening, but there were 532 babies that did not pass the second screen.  Of those 532, we had about 138, not about, we had 138, the numbers are exact, we had 138 who lost the follow‑up.  And they lost the follow‑up because either the parents refused the diagnostic testing, the family is unresponsive, possibly the child was deceased, or just a true loss to follow‑up, we don't know what happened in those cases.  That could be another topic, we will not focus on those babies, but we will talk about the 394 that received diagnostic audiology.
I will talk you through this graph as well.  This is looking at our state progress, looking at it based on the 1‑3‑6 goals.  We can see, on the Y axis, we have the percent of babies and then on the X, we have the years going from 2012‑2015.  On the top here, this is the number of babies in our state who were screened by one month of the age.  So the triangle yellow line.
And you can see we are doing pretty good there, and this is pretty consistent with national trends.  We are tending to do very well with that one month.
Down here, when we're looking at our triangles with the blue line, that's looking at the number of babies that are enrolled in their part B intervention by six months.  You can see that we kind of need some work there, we can talk about that today, but that is a whole 'nother topic.  We are interested in that and want to work on it in our state as well, but we want to focus today on this area. 
So these are babies that are given the final permanent hearing loss diagnosis by three months of age.  We are hovering around the 50 percent mark, we are higher ‑‑ but we would like that to be a lot higher. 
And I would also mention that this number is the number of babies that are diagnosed with permanent hearing loss.  If you look at the overall number of children that are diagnosed that hit their diagnosis either of permanent hearing loss, typical hearing, or fluctuating conductive , that number is a little bit higher at 70 percent.  We are more concerned with these babies with permanent hearing loss and getting them identified.
So, this brings up kind of an important point that I want to touch on a little bit, collaboration.  One of the great things about EDHI and one of the reasons you are here is you recognize how important it is to collaborate with other people that are here, the people that are concerned about these issues, and working for the best outcome for our family.
So this project is a collaboration, as I mentioned before, between the University of Wisconsin AuD program and the Wisconsin Sound Beginnings.  And we have collaborated on other projects before, and it is because of our mutual goals.  Our goals is to increase audiology awareness, to engage our AuD students in pediatric audiology, and to decrease our time to identification.
And so, last year at our state of the state meeting, we were talking about this problem, how do we decrease the time to identification? 
And we came up with an idea of: What about these pediatric audiology assessment guidelines? We thought, let's look a little bit more into this.  And when we looked at it, we didn't know how many states have them, what they are doing with them, and if the states are actually successful.  So we thought, there's a good place to start.  Let's figure out what is going on in our country first before we dive in.  That's what we're going to talk to you about.  So I want Hannah to come and talk to you about our project and how we learned about what is going on.

>> Thank you, Dr. Heartman, and thank you, everybody, thank you for coming.
Our main research goal is to get a sense of how states are doing.  And we are interested because we are in the process of developing our own guidelines includes a collaboration between the University of Wisconsin and the state EDHI program.  We wanted to see how everybody else was doing and, as mentioned, there wasn't a lot of information available.  We will go into the research specifically.  The methods of the national survey had two parts, the first part was developing a survey.  We used expert consultation and national guides, especially the American Academy on Audiology pediatric guide. 
So the second part of the methods was the distribution of the survey itself.  That was done through a program called Qualtrics, the specifically the University of Wisconsin‑Madison version of qualtrics. 
And this was send to all the state EDHI coordinators.  We will get more into the actual questions and perhaps look at more cute babies along the way. 
The survey consisted of eight questions and we used advice and appropriate feedback from audiologists at the University of Wisconsin and the state coordinateer of EDHI at UW.  We got a high percentage response, and we were really happy about that. These are the states that responded to give us the specific state information, reporting where they are coming from, and thank you to everybody in our survey, we appreciate you getting some research on this topic.
So the first question looked at the big picture of things.  Does your state have pediatric audiology guidelines? Yes or no? 
And the total number of responses are shown on that graph.  We can see that 21 states do have the guidelines, and 13 states currently do not.
So let's look a little bit more at the 13 state that do not have them.  If we don't have guidelines, are there plans to develop them in the future? This is a mixture between a forced‑choice and open‑ended question they can take their responses.  They can say yes, my state has guidelines, that is 21 percent, and no, but I believe it is important to develop them, no plans at this time, 19 percent.  So the data shows over half are developing, or think the guidelines are important at this time.
So then we looked at what percentage of children in our state have a confirmed hearing loss, or hearing status, by that first three months? 
And you can see that our line is about 50 percent, and you can see a lot of the states are hovering somewhere below.  But the good news is that some states are above the 61 percent as well.  And Dr. Hardman mentioned that, if this question was more specific, if it said addressing permanent hearing loss rather than how a lot of EDHI programs are reported, transient‑conductive  and a lot of other forms of identification.  So next time we will be more specific in addressing the hearing loss.  If we did, the percentage of kids will be lower, typically. 
Next, we got more specific with everyone.  What are the reasons that children in your state do not have That diagnosis by three months of age? The trends from the data were multiple re‑screen, best practice, and a couple others I will keep listing. 
So a lack of the pediatric audiologists available and, due to that, longer wait time.  So these are similar things that we found in this research, and also some of our general questions, we can see if there's possibly a trend happening.
Then we went a little bit deeper with our questions and asked, if you do have the pediatric audiology guidelines, did they improve the state's percentage of kids with hearing loss by three months of age? We have seen yes, and this question is addressing if they have them, have they noticed a change in that crucial, three‑month timeframe. 
And next, we looked at if you have guidelines, or are developing them, what is your reasoning? So really hoping to lower the age of confirmation of hearing loss was 19 percent, wanting to increase the number of children confirmed with hearing loss, 12 percent, and the pediatric audiology services was over half the responses, that is me combining the 30 percent and the 32 percent for you.
And here's the big kicker, here's why do we do this.  Do you feel the guidelines add value to your state EDHI program? An overwhelming number of responses said yes, they see value in the pediatric audiology guidelines.
It wasn't enough to know, do you see value, but what would be the next step if you are developing them, have them, or are thinking about it. 
And this is kind of an open‑ended question and you could see the responses, I have the majority for you.  So did you disseminate the guidelines? Through the audiologists in their state, mail for those that target in any way, webinars, including them in the newborn screening training manual, and the state department of health website, as well as the university programs in their state and major pediatric centers.
What are the practice implications of this research? Guidelines to decrease the time of diagnosis are having impact. 
Another practice implication of this is that EDHI coordinators expressed that pediatric audiology guidelines can improve their practice and other professionals to help understand the support to hearing status confirmation.
So some future direction: We're going to continue developing our Wisconsin pediatric audiology guidelines, with the goal of guiding our professionals in the diagnosis of hearing loss and hearing status through follow‑up audiological assessment.  We will stress the need for these guidelines, and we need a quality improvement project to stress the effectiveness of guidelines after they are implemented.  So the EDHI coordinator express value, but we cannot look into the timeframe and data specifically.  All we have is their expressed value.  
And that is what we got here, some beautiful babies, and if you have any questions, we would love to take them.
Thank you.
[ Applause ]. 

>> Any questions at all? Yes? 
>> [ Off‑mic comments ]. 
>> She said, can I steal your slides? Those pictures are fantastic.  
This is our state EDHI coordinator, Dr. Elizabeth Heliger. 
>> I wanted to add that, in Wisconsin, we're a very local‑control kind of a state, do those words make sense to you? And there's a really ‑‑ like I know a lot of states have regional audiology centers, or their state EDHI programs pay certain audiologists to do pediatrics, that is not the case in Wisconsin.  Anybody and everybody can see, and does the kids in our state. 
I think a big part of why I feel like Hannah's project was so important is because it is about gaining buy‑in from our audiologists, that we have any right at all to develop guidelines that are outside of, like, a national standard.
And so, it was really important, we're going to our WISHA meeting, the Wisconsin speech and hearing association meeting after this conference, to just gently introduce the idea of pediatric audiology guidelines for our state.  I have been doing this for 16 years and for 16 years I have been floating the idea of actually identifying specialists who can have these referrals from newborn hearing screening program and have gotten incredible pushback from that on set.  So this is our entry to doing that.  So I want to thank Hannah for her dedication to helping us gain buy‑in.  Yes? 
>> Are you using the EDHI pals in Wisconsin as well as part of that? 
>> I don't know if you are familiar with the website, improveEDHI.org, that's a quality improvement web site and we have a find providers section on that website, but we are transitioning and we did all of our survey information and we found all the criteria that is important in creating level one and level two audiology practices and we are transitioning to EDHI pals for that.  
>> All right.  I was going to comment that, in Maine, we are having a lot of push‑back for pediatric audiologists.  So it has been more effective for us to ‑‑ [  low audio ]. 
>> Can I ask you a follow‑up question? Were your pediatric audiology guidelines changed to make them more accessible to parents and, secondly, who is giving them that information and is it prior to diagnosis, or after around treatment? 
>> Okay.  So they weren't changed, necessarily, it came about because we were having a lot of [ indiscernible ] for early diagnosis.  And as early interventionists in University of Maine, we have pictures of [ indiscernible ] and we go in and talking about the testing and whether the diagnoses helps or not.  And we just explain it on their level so they can understand the value of having audiologists that looks at particular areas to find out accurate information.

>> So I'm the audiology consultant for the state of Maine, and we have category A facilities, so on the newborn hearing screening, and we distribute it to the pediatricians and that says which centers are focused on pediatrics and pediatric diagnostics and what we qualify is that they have to do ABR testing.  
>> We have the same. 
>> And what we do from an audiology standpoint, we have a lot of audiologists we consider to be out of compliance with testing and protocols is set up quarterly meetings with them, so we can have regular check‑ins and say, this is what we're doing, this is what we're needing to be doing, how are we doing, and what do you need from us to support you? And the number one thing is high, high numbers of referrals and really low numbers of pediatric audiologists.  I think we have five right now in our state.  So that's the big thing, because there are only five, they're getting lot of hits. 
>> Thank you for sharing that.  
>> I was going to add a little bit about how we are going to try to get the buy‑in in our state.  We are really ‑‑ we are going to involve all our large centers, so people that are already seeing pediatric audiologists, we want them to be involved.  That can be a problem if they have not at least gotten a chance to review it, so that's something that we're going to be doing ‑‑ as Elizabeth mentioned, we're going to be talking to the state organization, we will also be going through the newborn hearing subcommittee, so we will get multi‑disciplinary look at those guidelines, and I'm positive, I feel like the energy and time is right in our state.  We have a lot more kind of younger professionals that are out there that are really more open to looking at these kind of things, and so we're just trying to really make sure that everyone is really well‑aware, and they have the information on the fact that we're not getting better.
And so we need to do something to try and get these numbers up.  So I think having that data behind us is going to be a powerful message for our providers.  So, again, bringing it back to the babies and the families and what's important and trying to really focus on that.  But we're feeling pretty good.  So maybe next year we will come and tell you how everything turned out in our state.  Any other questions? Thank you so much.
[ Applause ]. 

























































So good morning, my name's Amanda Norton, I'm ‑‑ it is good to see a friend in the crowd.
I'm a quality improvement consultant who has worked in the EDHI world for more years than I realize.  We were trying to add them up the other day, we are going between eight and ten and I will often call your community one of the greatest groups I work with.  We have a wonderful, dedicated, amazingly hard‑working bunch of individuals.  It is a great privilege, and you may have PTSD for me if you were part of the new collaboratives and did not appreciate what you were asked to do with those, which came from me.  We are here with Elizabeth Seliger who has been a wonderful colleague and we will talk about the infant audiology action kit, where it came from, and show it to you.
So that's the thrust of our conversation. 
So a little bit of background.  As most of you know, at one point, maternal child health, the national institute for child's health, and the EDHI Minnesota program, we will put that on hold for a second, there was a series of learning collaboratives in mostly every state and territory participated in thim, and that was between 8 and 12 years ago.  It was a way for states to improve their systems.  And we learned a lot of what goes well, and a lot of what didn't go as well.  And as we got to the end of those years, we thought we really should be packaging and culminating this work in a way that puts it out into the field that provides such good care to infants. 
And so this is what the timeline looked like.  So 2005, it was even longer ago than what I guessed, I guess it was 12 years.  Look at me, guessing accurately.
So ‑‑ on the fly!  I told you I love data. 
So the idea we started in 2005, very small cohorts, and it went through 2013. And you can see the states listed at the bottom.  And I'm seeing on the screen, it is small, it might be hard to read.  But we started with a pretty small group of cohorts and, by the end, we had the largest cohort.  And that was the time when we really began to find out what was learning, what we were learn and how we can engage audiologists to provide better caregiving. 
And so, with Elizabeth who provided great guidance and said, there's a lot of gems in what these states are learning, we were able to take the feedback from the EDHI programs and work with Minnesota to say, we have these tools, now we have all developed toolkits before.  They are only as powerful as people's attention span to use them.  When we put it all together to a 95 page PDF, we found it was probably not the most useful thing in the world. 
So we began to partner with Minnesota and Wisconsin to say, well, how do we make this electronic and something that we can use and adapt? So that's where we get the toolkit from.  And so I'm just going to basically lay it out and then Elizabeth is going to walk us through it.  So it is designed to help audiology practices provide reliable, follow‑up care.  It is the best practices that we learn by audiologists participating in the collaborative.  And state audiology programs collaborate with the offices.  And I wouldn't say it is heavily rooted in research, these are just tips on the field, it is based on best practice, but I wouldn't call it evidence‑based or research‑based.  A lot was learned, and we have four sections in the toolkit, understanding what it is and doing an actual assessment, and can we, as an audiology practice or EDHI program, walk through and say, this is kind of the hit list of what you should be doing for infants.  What things are you doing, and what degree are you doing them well? And using that as a way to say, okay, where should we focus our efforts? So after you do the assessment, you can dive down and say, this is where I'm struggling internally.  Or if you are an EDHI coordinator, you can say this is where you are struggling. And it allows for a partnership where practices can be done individually or by the EDHI coordinators.  And we will not just leave you with a pile of problems, we have a series of tools and resources linked into this so you can think about them.  So if you need to know how to make a referal to EI, whatever tools we have are linked them. And would you need to re‑logo them? Absolutely.  But the idea of share seamlessly is rooted in this pool.  We took what made ‑‑ and many of the states updated the tools and we will pull them into this general repository.  I will learn it over to Elizabeth and she will walk us through it. 
>> How many of you are at a state coordinator level? And how many of you are actually in practices? 
So this tool is for both of you, I will say this is completely selfish, my goal in life is to make my job easier and this does the quality improvement work with audiologists to make their job easier.  So I will go and ‑‑ again, go to improveaudiology.org.  And this is the landing page, there's four sections and I will briefly, these 30‑minute sessions are quick, slow you the sections and trust you can play with the website and you will not break anything, but you can make mistakes, that's okay. And if you need to make the case for why quality improvement matters, you can go to the action kit and click on after newborn hearing screening and there are links to other quality improvement evidence right there and it gives the language to talk about why it matters.  And the background link, that encapsulates what Amanda was talking about before.  And the meat of this begins with assessment. 
How many of you, yourselves, believe you are doing everything right already? If you don't know that we need to be doing something different, often times we think the way that we're doing these things, the status quo is just fine.  As EDHI coordinators, I bump into that all the time.  I call an audiology practice and say, here is your data, what I'm seeing, and what if we talked about doing something differently? And they're like, we're good.  We're doing what we need to be doing.  
And so, this is ‑‑ or they find quality improvement, the idea so overwhelming that they freeze.  They just don't know how to get started.  This helps break the process down a little bit.
So I will actually walk through this.  So there's four improvement areas ‑‑ and Amanda is being hesitant to say they are not evidence‑based.  But what I'm seeing is that these are high‑leverage improvement strategies that result in improvements regardless of the practice size, the number of kids they saw, the geographic location, these are ones that just kept popping up as those areas of targeted improvements.  The improvement areas are looking at pre‑appointment activities, improving what happening during the diagnostic appointment, reporting information ‑‑ obviously as EDHI coordinator, how we get the data is really important, and then improving the next steps following the diagnosis. So thinking about referal to early intervention and other services. 
Within each improvement area of these larger improvement areas, there's improvement strategies.  So these are the things that, within those areas, we saw different states testing, different clinics testing, and the small tests of change resulted in large improvements. 
So there's four ‑‑ there's a rating scale of one through four, and these are really important descriptions.  So one is not part of the standard work, but it is feasible, and the practice may be interested.  So that is important, if it is the best idea in the world, if it is not feasible and the organization shows no interest, the likelihood you will have success with that is really slim.
And it has been implemented, but the practice is unsure how reliably infants and families receive this element of care. And if it is not measurable, it didn't happen.  That's a big quality improvement truism, it took me a while to believe that.  If it is not documented, you cannot say it happens.  I cannot say the number of times the audiologists will say we do this 100 percent of the time, but we do the data and it is actually 70 percent of the time.  If it is not documented, it didn't happen, or it is part of the standard work practice and it is more than 50 percent, or if it is in the policy and procedure and we think this is happening consistently, 90 percent of the time.  I have done this with clinics, it is interesting to have 5 audiologists sitting around the table and the discrepancy between how consistently it happens depends on the audiologist you are interfacing with, and we want consistent care with whatever audiologist the family sees that day.
So you can go through and select different scores.  So we ‑‑ we've had audiologists do this separately and come together and compare, we've had audiologists sit together and fill it out as a team.  And I'm going to try to make this exaggerated so we can ‑‑ don't judge the website based on my inability to look this up.  And I guess, on average, when I do this with practices, this process takes anywhere between, like, a half an hour and an hour to go through this, depending on how in‑depth the conversation gets around each of these. 
So you fill it out, click assess your organization, and it gives you a couple of different scores.  It will give your clinical practice a cumulative score, and that's up here.
At the top, there's a cumulative score of 66 percent.  What we want to see, as the EDHI coordinator, we want cumulative growth in this percentage.  If you do quality improvement the way we want to do quality improvement, little pieces at a time, this will take a while to improve.  It is an overall score.  And each area itself has a score.  So area 1 has a 63 percent, improvement area 2 has 100 percent, improvement area three has a 25 percent, and four has a 75 percent.  How could you use this? You can sit down as your team and say, look, we are doing well in this area, in our actual appointments.  That is going super, we will not focus on that.  So reporting results, we are doing well with appointments, but stink at getting data to the state EDHI program.  So maybe that's the area we need to focus on.  Everybody following so far? 
And once you have the improvement area report, underneath here, there's steps.  So we really wanted to break down quality improvement into a very approachable, step‑by‑step process. And so the first step is to take those assessment scores and determine your direction. So what I said is outlined here, how can you use your improvement strategy score to look at what you want to do next? 
And actually, those are guiding questions for reviewing that as a team.  Okay?  So once you've done that, if you haven't had the benefit of going through the quality improvement learning collaborative, and Laura has not reached your clinic, and you want to learn more about the quality improvement science, it actually has a link to a niche queue that will walk you through the plan, do, study, act cycle, looking around to see if that means anything to you.  Yeah? It is like an online training for quality improvement.  So maybe one person in the clinic understands this, the clinical director, but maybe the staff don't. And you need an engaged team to do quality improvement.  So this will get everybody on the same page. 
And step three is informing your improvement team and getting started.  This has guidelines around who is on that team and how you go about identifying the stakeholders and participating together as a team.  Okay? That's going from assessment to, like, really thinking about quality improvement and getting ready to get started with that quality improvement team. 
So let's go with this reporting improvement area.  So once you identified the improvement area, you can go to the second tab, this is the second part of the toolkit, improvement areas.  And those four improvement areas, the four broad categories, are listed right here.  So the one that we scored the lowest in was reporting results.  So that's going to direct our team that we want to go there for more information.
And once you go to that reporting results, drop down, there's an overview and why is this area important? As EDHI coordinators, we struggle to convey the messaging why data reporting matters to the families, clinic, and the state at‑large.  This gives you a nudge for that.  And then it goes to the real meat of the work, to start identifying strategies that clinical practices can play with and focus in on, okay? 
The four high‑leverage strategies that came out of the improvement collaboratives, that does not mean these are the only strategies available for improving reporting, but these are what I would call evidence‑based, that we saw time and time again. 
So, like really looking at the primary care physician and making sure it is in the infant's medical record, looking at the reporting to the state EDHI program and the timeliness, and you all have different standards of how that needs to be done.  We set the target of seven business days, you may have to mediate that with different audiology clinics if it is different for your state.  But this is best practice, the sooner we get that data, the more we can do something with it.  And the results of the appointments are standardized, it is not sometimes fax, it is not online sometimes, it is consistent all the time. 
So let's say one of these pops out to our clinic and we say, we want to make sure that we are getting the results to the EDHI program, we are not going to look at timeliness, we want to make sure that we are all getting there and we will start here.  This is a conversation.  And as the EDHI program I will facilitate that conversation.  And there's a bunch of change ideas.  And they may say, how do we get started with this? We know that measurement is important and a lot of this feels overwhelming to clinical providers, what is an appropriate way to measure this? We have potential measurement ideas, we have a summary of what this actually means, like a definition, and then, underneath it, you can see that there are actual tools to say, can we see an example of what this would look like? And then you just click on the little wrench on the side and it will bring up ‑‑ all of them are editable documents, so Word documents or PowerPoint, we tried hard not to put in PDFs, because the other truism is to steal shamelessly.  We want you to put in minimal effort to change these strategies, you are encouraged to make these tools your own and put your logo on it as you are testing them out.
So that's an example of improvement area and drilling down to the change strategy.  That does not mean it should be limited.  Just because the change strategy isn't there doesn't mean you shouldn't encourage audiology clinics to try them.  But just getting started in the quality improvement world, making this as thoughtless as possible, not the right word, that's another connotation, but as easy as possible is important to the success in the quality improvement world so they are interested in trying it differently. 
So this breakdown happens for each of the improvement areas, down to the tools. 
So let's say ‑‑ you are interested in seeing what else is out there as far as what other states have done as far as tools.  There's a tools glossary.  All of the tools embedded in the improvement strategies are listed under the improvement areas as well.  So it is just a different way to get at the content that is embedded in different parts of the system.
We do have an e‑mail box, improveAuD@Gmail.com. 
We don't want to steal shamelessly, we all know you are doing good work in quality improvement and we want to continue to receive and capture that.  Is there anything else you wanted to say? 
Otherwise, I will just take a second for any questions you might have for Amanda and I on the toolkit.  It is free, it is accessible, you can put it on your own website, you can take the link and put it in the state website, if you have improve audiology, if you have improve EDHI.org, we are working on embedding it into the websites as well.  Do you have a question or are you stretching? Any thoughts or questions? Anyone excited to use it? Excellent.
Lila? Oh.

She is a tricky one.

>> I haven't followed‑up to see how it went, we use this as a tool to look at what they should be doing. 
So she is really excited to kind of walk through the first couple steps with her, and she is excited to have something that is kind of a ‑‑ so that is not really the intended use, but I think it was creative.  
>> Thanks, Lila.  That's great feedback.  Anyone else? Vicky? 
>> I just wonder if you have done this virtually with the clinic, or have sent in the results and have gone over with them? I'm curious. 
>> I have been on a conference line with them while they were walking through it, like an Adobe Connect and supported them that way.  It was a little challenging, we had a picture and picture thing going on with the website in the little box.  And it worked, it was not my preferred method.  I would rather be on‑site supporting that, but we did do it through an Adobe Connect.  Anyone else? Go out and make good changes in audiology practice and please use it and let us know what we can do differently or better with it.  Thank you.
[ Applause ].
