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>>:   Good morning.  This is the role of collaborative partnerships in newborn screening and identification.  Supporting deaf blind infants and their families.  Everyone, welcome.  We really want to welcome you all here and we are excited to have some fun today.  Please be patient with us for just a few more moments.

(Loss of audio) (Audio feed was disconnected.)
>>:   Good morning.  This is Donna Carpenter.  I am part of the Kentucky Deafblind Project, and before we start, we are going to set up some house rules to make sure that communication access is available for everyone.  If you are contributing, and we hope you will be contributing to a lot of today, raising your hand, waiting for someone to call on you and then saying your name before you give us a response, that would be terrific.  I am trying to think of other things we need to do for house rules.

The microphone is really important.  Something I have to really be conscious of because that is for the captions at the top.  As you see before, I made the announcement without it, and I was quickly told that I need to make sure I am using the microphone.  If you are going to respond, we will give you the microphone also because we want to make sure everything is in captions, and it is transcript also.

Everyone, welcome.  I want to say thank you for being a part of our presentation today.  There are four of us who are presenting, and I will let everyone introduce themselves quickly so that we can jump into this.  Thank you for your patience as we got our presentation working.  There are a lot of videos in that presentation.

Again, Donna Carpenter.  I am a state coordinator at the University of Kentucky, Kentucky Deafblind Project.  I will hand this over to Dana.

>>:   Hello, I am Dana Kohn, project coordinator of the Tennessee Deafblind Project, which is housed at the Vanderbilt University Medical Center in Tennessee.

>>:   This microphone will be challenging all day.  Thank you.  I am Robert Hill, I have the honor and privilege of being the Director of the South Carolina Deafblind Project.

>>:   We have one other presenter, but she had to run and take the zip drive back upstairs.  We will go ahead and get started, but we would like to know who is in the room and why did you decide to come to this session today.  If we could just quickly go around the room and say your name and who you are and why you wanted to be in this session.

>>:   Good morning, everyone.  I am Gina, I am the nurse specialist at the Minnesota Department of Health, and I am here because CMV can impact children and result in deaf blindness.

>>:   We are going to have you talk later.

>>:   Good morning.  Kate Jordan with Illinois EHDI, and we are strengthening our partnerships with both the School for the Deaf and School for the Blind and partners and we are just trying to strengthen and learn some things.

>>:   Awesome.

>>:   Good morning, I am Christy, and I am an early intervention teacher at the Office of Education in California, and I have a few kids recently who are deafblind and looking for more information to help them and their families.

>>:   I do live in Chico.   

>>:   I am Natalie, I work at Alina Health in Minnesota, and I did my externship at a pediatric hospital, and I am in a clinical setting that is not pediatric focus, and I am looking to bring some information back to the clinic.

>>:   I am Anna, Washington State EHDI coordinator and this is a big part of our work, and I am always ever curious, and I am happy to be here.

>>:   I work for the Kansas School for the Deaf outreach, and I am a lab specialist for the Kansas School for the Deaf and I am just here to learn what is new and upcoming for our field.

>>:   Thank you.  Hello, I am Ellie, I am a Colorado Community Intervener Program Coordinator and I currently run that program.  I am also in the University of Kentucky deafblind education master certificate and Donna is one of my professors.

>>:   I am Miranda, and I am the EHDI coordinator in Montana and I oversee a lot of the newborn screening in that state as well.  I am new and I am here to learn as much as I can, and this is something I do not know a lot about.

>>:   Hello, I am Teri and my husband said I could speak for him also.  This is Brandon and we are parents and changing it up in here a little bit.  Our son is a little over a year and a half and was born with ‑‑ he failed his newborn hearing screening, and he is deafblind, and we are not sure why yet.  We are here to help contribute and we live this every day.  We are from Ohio and would love to bring more information back to Ohio or any other projects that are doing great things and to share knowledge.  I am a social worker, so I love knowledge and resources.  

>>:   We are so grateful to have you here.  You are why we do the work that we do, and we appreciate that.

>>:   I am Heather, and you can probably tell that we are from the South.  I am from North Carolina, and I am a teacher of the visually impaired, but I serve on the Deafblind Project for our state.

>>:   Hello.  I am Nina, I am a teacher of the deaf and hard of hearing and early intervention.  Heather and I work in sister company projects or organizations, and I am also newly, it has been less than a year on the North Carolina Deaf Carolina Project and I'm here to learn as much as I can.

>>:   Hello.  I am Ryan, I am from Alabama, and I am the Regional Center Director for the Alabama School of Deafblind Huntsville Regent Center, one of the 10 regional centers that we have, and I oversee the early intervention programs and we are increasingly having deafblind children and I'm here to learn more.

>>:   Good morning.  My name is Penny, and I am the mother of a 9‑year‑old with Charge syndrome, fan girl of all of the presenters and I am here as the Nevada hands and voices guide by your side coordinator.

>>:   Penny, we're so excited to have you here.  You can do this.

>>:   Good morning, I am Chad, and I am formerly API for the Oregon Deafblind Project at Western Oregon University.  Now I have wrapped that up and I'm the Executive Director of a nonprofit organization called Bridges Oregon.  We have deafblind services there.

>>:   Thank you to the interpreters as I know that is always hard when we move around like that.  Again, we just wanted to thank everyone for choosing to come here this morning and spend time with us to learn.  We think it is so important to find out, especially in the small spaces for several hours, that we all kind of get to know each other and get to have some good conversations.  I am going to let Emma introduce herself since she had to step out.

>>:   Hello, everybody.  I am Emma, I am the identification and referral lead at the National Center for Deaf Blindness.  In my past, I was also a State Director for a State Deafblind Project and I started in early intervention.  I am so happy to be here.  There is someone in the back who has not introduced herself.  Is that correct?  We cannot forget her because she is so critical.

>>:   Hello to the families that are here.  We will be hoping that you get as much out of this as you can.  I am the family engagement lead up for the National Center for Deaf Blindness.  As I hear what state you come from, I am connecting you with the family engagement coordinator or someone who has that role in the states for the Deafblind Project.  Thank you.

DONNA:   Okay.  Here we go.  We are going to start here.  This is Donna speaking.  In the session, we want to make sure we're doing a good job and that you leave with examples of successful state level partnerships that highlight the benefits of early identification of vision status.  That is our first one identifying common risk factors and etiologies associated with deaf blindness, and you have heard from a CMV, and we are grateful you are in the room to speak to that.  The third one is examples of family perspectives of successful collaborations that improve services and support for their children who are deafblind.

On the deafblind projects ‑‑ does everyone know what deafblind projects are?  If you do not, it is okay.  Every state has a Deafblind Project or there is someone who is over several states together, and we work with children 0 to 21 that gives us a pretty unique opportunity to get to know families.  We get to know families from the time their little ones all the way up until they are big and move on into this world that we know.

I felt like we have some pretty unique perspectives, and we love collaboration because that is what we have to do to make sure we are providing this best path for this little child to head off into this great world to have a great life.

If you don't know the deafblind projects, we can talk about that.

This is the welcome of who is in the room, your state and why you are here today.  We are going to start out with a simulation.  I know everyone loves those so much.  Dana said we are going to get to know each other today and we will get to know each other today.  What we are going to do is I need you all to find a partner and I will give you all of the instructions before you move.  You are first going to find a partner that you are going to work with.  When you get to that partner, I want you to talk to each other and figure out how to communicate with each other not using sign, not using voice, how are you going to communicate to come up with your communication plan sitting next to each other?  Go ahead and find your partners.  This is Donna again.  If you do not have a partner, put your hand up.  Let's find a partner.  Jan is going to be your partner.  What you are going to do is you are going to talk to each other, figure out what your communication will be for each other and one of you will be the teacher and one will be the student.  Make sure that you decide who is who.  We will give you a couple of minutes for that.

This is Donna again.  You are so good.  That is like magic.  You stopped right away.  Whoever is the teacher, raise your hand.  Okay.  Guess what, you are going out into the hallway.  Okay.  You won this prize of being a student.  What you are going to do is I am going to give you a few directions, and then you are going to put on your earphones if you need them, and then your black mask.  When the teacher comes in, you are just going to be resistant.  You are going to be that student that is like no, I am not doing this.  This is not for me.  I do not know what you want me to do.  Just try not to make it as easy for them.  They are going to try to get you to follow through on some instructions.  I will let you wait a moment until they are about ready to come in.  They can go ahead and put on the mask and earphones.

Okay.  You can take out the mask and the earphones now.  Everyone can look at your partner.  If everyone can hold onto your masks and your earmuffs, we will use them again in a little bit.  That is for those that have them.

You can all go back to your seats, and we are going to talk a little bit about that simulation.  I do want to recognize that I know that for a lot of people, simulations are not the most comfortable thing today.  We also have not really gotten into yet what deaf blindness can look like, and we do recognize that the majority of our students and the kids we work with are not totally blind or have total hearing, but for this simulation and this purpose, we use that.  There is definitely a range of vision and hearing issues.

We want to debrief a little bit and talk about some of the feelings that you had, some of the thoughts during that simulation.  What was one key thing that you noticed for the teacher, what was something that you struggled with or that you thought about in that simulation?  Can you raise your hand?  Any thoughts as the teacher? 

>>:   I noticed it was hard to communicate how to start and to stop, and then to let them know when they were done, there was nothing else to do.  That is what I struggled with the most.

>>:  My student was resistant.  I kept trying to pull her to get out and she resisted and I felt like can I do to realize that it is okay that I was not going to harm or hurt her and reassure her that it is okay to stand up and just to get her out of the chair and try to calm her down in a way that I was not there to hurt her, but to help her.

>>:   Trusting relationships are really important.  We have this is Heather.  I am the same way.  Mine was a little resistant as well.  I have been teaching a long time, but I felt that she is scared, she is sad, let me just love her and I know that is not always the best thing.  You have to encourage them.  It is okay.  You do feel ‑‑ I am with her as well, just trying to tell them what to do when they cannot, and we could not use sign or our voice.

>>:   I wasn't frustrated that what works with other students did not work with my partner.  Very different.

>>:   Let's talk about as at the students, how did you feel?

>>:   That nice massaging that you were doing it made me want to cooperate.  The other thing is that I just did not know what the objective was except I was very happy when you were touching me.  for whatever reason, the patenting was kind of disruptive to me, but the rubbing and we are okay and then I did not want you to leave.  When your hand went off, I am thinking what am I supposed to do now?  I may as well go to sleep.

>>:   Great observation.

ROBERT:   What I heard Candace say, once trust was established, it was working for her, and she did not want to lose that.

>>:   This is Ellie.  I agree with everything that was said.  Despite having the headphones on, I could hear a little and I heard people laughing and I thought it went -- tell me what is going on and why are you laughing.  It was this moment of I do not know what is going on and I want to know and have no way to find out.

DONNA:   That is a great observation.

>>:   This is Nina speaking.  I was surprised as I knew that something was going to happen and I knew somebody was going to come in, but I about jumped out of my seat when I felt her beside me I was like you have done something like this before and you should know, but I did not.  It was shocking to me, and I was resistant.  I had noticed the difference in touch.  When she was moving my arm, I did not like it, but when she was rubbing on my back, it made me feel safe and I turned my body toward her just naturally.  That was very interesting. 

DANA:   That touch and the way you felt the touch and interpret a detached changed how you were reacting also.

>>:   This is Anna.  I could tell if I was getting in the right direction that the touch it would change and be faster.  It isn't right there.  We ended up in a tree pose.  It worked out great.

DANA:   This is all great feedback.

>>:   This is Gina and overall, I was a little uncomfortable with the physical touch.  It was very odd for me rather than taking the cues that verbally or visually.  It was uncomfortable for me, and maybe that is someone's with that larger space that bubble.

DANA:   We all have our comfort level.

DONNA:   The two things I am hearing our trusting partners, it relationships and touch.  I think we forget that if we are working with kids, instead of grabbing them to get up, sometimes let Dana said, just being next to them, being in contact with them, when you're sitting next to them, then may be the shoulders touching each other on the no matter what, we will give them time and give them time to do what we need to do.  When someone left, that was a really scary thing for children who do not know where they go.  and it builds on with touch.  We are sometimes uncomfortable with touch, but we have to have that to build that trusting relationship with that baby, with the toddler or that big child or is no way access will happen unless we move into feeling a little better.

>>:   What did you think about when you took off of your mask and you saw it was not who you thought it was?  Did you know and could you tell that it was someone else?  Some of you did not know the person to begin with that you may not have had that relationship with that person so it was not quite as alarming, but those who maybe did have a connection with that person and it ended up not being who you thought it was.  How did you feel about that? 

>>:   Initially, I assumed it was my wife, actually, but halfway through I realized it was not.  I have been with her so long that you would know the presence of somebody.  I felt a little bit betrayed.  It turned out that it worked out perfectly.

>>:   That is so true for our kids and our babies as there are so many people coming in and out of their lives and they are in the hospital with different doctors, nurses are coming in and the school system.  There are different people, speech therapist, teacher, the new aid in the classroom, that happens all of the time.  We forget that every single time we interact with that child or that student that we introduce ourselves.  We do not make them and guess who is in the ring.  We need to make sure we are giving them those touches.  These are the responses picked up this is any environment that this child is in and people are greeting them and letting them know who they are and when they leap, let them know they are leading.  That is just respect.   

>>:   I was expecting her to be my partner and to be back and when I realized it was someone different, there was no introduction.  I got used to having an introduction.

>>:   This is Nina speaking.  Dana, I just wanted to say you said something that struck me, and you said this is respect and I thought yes, it is.  That is the foundation.  There are trusting relationships.  for those of us that have vision and hearing, we see who is walking into the room and who that person is.  We really, it is such an important piece with our students and our babies.

>>:   I will bring us back with the topic up today as we are talking about collaboration.  Everything I have heard today has been so powerful and each and every one of us that work directly with the students who has deaf blindness, those are the things we have learned.  Sometimes what I see happening that we forget to do is that we do not teach that to the SLP that comes in and pulls the child out.  Or the substitute teacher that is there for the day.  What you experience today is in the spirit of collaboration that should be shared across the building.  That is everyone who comes into contact with them.

>>:   Absolutely and their friends.  We want their friends and their peers to know how to interact with them.  It is so important because that social peace is so huge for all of us.  Are there any other thoughts before we move on.  You did such a great job and we appreciate you participating in giving your insights and your all.  You are still halfway there as this information is the foundation.

ROBERT:   This is Robert.  Once again, coming back to collaboration.  Let's go ahead and start this video.  The goal here ‑‑ 

(Video Playing)   

ROBERT:   How many came up with 13?  How many got 12?  How many got lost in the chaos?  That is fair.  How many of you saw the men dancing bear?  Those of you, congratulations, you are gifted.  the rest of you that are looking at me like I am insane, watch the video again.

(Video Playing)

ROBERT:   How do you feel right now collaboration.  and sometimes it is so in front of us that we are so busy with the day-to-day things that are put upon us that there are opportunities ‑‑ loss of audio.

(Loss of audio.)

(Audio is no longer connected.)

(Audio reconnected.)
>>:   We will go ahead and get started in about one minute.  Okay.  Let's see.  We talked a little bit already about what is it deaf blindness, and I know if we went around the room and each of you talked about your students or children, it would be a different story for each kid, and that is what makes it such a rich and amazing place to be because you are learning new things, meeting new kids and new humans every day.  It makes it really hard to explain because you cannot just pass it off and say this is what it is, this is the definition, so it makes it much more nuanced.  We have a couple of slides and videos and ways to begin this conversation.

What is it?  To start off, it combines vision and hearing loss at any level.  It is important to remember that these are your distances senses.  We get so much information and I forget who it was that said that usually they are used to taking information and visually and when the touch happened, it is like this is what is going on.  When you have the loss of both distance senses, it is so much more.  It is not here is that deaf side, here is the blind side, let's address these two factors, it's more about this is a whole new thing that we are going to dive into.  If you have things to add, please do.  Say more.

It is the lowest of the low instance of disability and some of you may have been in other presentations we have done where we talk about the percentage of how many kids in the United States are deafblind and there are approximately 10,000 children ages birth to 22.  I believe that is an undercount and I could talk with you about that all day.  For now, we will say there are approximately 10,000 identified and 87% of those have additional disabilities.  That is a huge range that can be kids who have ‑‑ we will so you actually.  You have a chart, and I will take you to that.  We will then go and play the video.  This is a great visual for you all to see.  All the way along the bottom is the degrees of hearing.  You have everything from a slight hearing loss right here in this gray is what we consider to be deafblind.  You have everything from a slight hearing loss all the way down to a profound all the way down to central auditory processing disorder, and then you have vision loss across the top.

When we are talking about this, it is such an enormous range, and we print this out because we find it to be so helpful to reference and looked back at that.  I think Chad has a question.

>>:   Yes, I do.  Are we going to get a copy of this PowerPoint? 

>>:   Okay.  The other thing is that this is about access.  When we were talking about the distant senses, this is how we get so much incidental information about what is happening.  Here I am, I am watching all of you and I can see you are mostly looking at me and you seem fairly engaged.  That is incidental information.  I am not getting told that, it is from what I am saying and picking up on.  That is the same as if I were hearing people whispering.  Are they talking about me?  What should I do in a different place?  That is everything you pick up and many kids do not have access to that.  Sometimes we say it is a disability up access and is really hard for us to make any assumptions about where they are cognitively, what their potential is long term if they are not giving that access and that is a huge reason why we are here.

>>:   I just wanted to add on to what Emma said about the 10,000 children that are identified and she said that she thinks there is more.  We know there are more out there.  They are not reported and if you remember, if you work in a school system, most of our kids are listed as multiple disabilities on their IEPs and everyone who reads that IEP, maybe they see a vision, maybe they see hearing, but do they really understand the impact of deafblind?  That is something like Robertson, you all go out there, educating other people, but most people do not really understand that impact.  Just in terms of that referral, deafblind projects, we have our own child count and even if the child is listed as multiple or HI, they still can be referred to our project, but sometimes people do not really understand what that means, and that is why the chart is so pretty.  It gives people a visual of do you have any kids that are in this gray area?  You should refer to the Deafblind Project and start looking for ways to collaborate.

>>:   This is Robert and what Donna said is amazing.  We need to offer students on an IEP or IFP, something that is labeled something else could be deaf blindness and is not just kids who have a IEP this is deaf blindness.  I had this is Christy.  Does this include kids with a unilateral loss?  My own child may be missing and there.  She is severe in her left ear, envisioned a big time, so she should be counted in this number.  This is why I came to learn something today.

>>:   You are from California?  Julie Meier is your person, and we have a little sheet that says contact your state Deafblind Project.  If you go there, I can make a connection for you, and we can put you in touch with Julie.  She is phenomenal.

>>:   I would appreciate that.  We just moved to California.  I had no clue.

>>:   The super cool thing about California, as Jana can speak more about this, but they have a family network of support all the way throughout the state.  and once you get connected with Julie, she is in San Francisco, and she can say you are in Chico.  I have you.  This is how we can connect you moving forward.

I will not open this link, this is a link to the 2022 national deafblind child count.  Annually, every state collects information about the kids in their states to have a combined vision and hearing loss birth to 22.  That information is mandated by the office of special education programs, the federal government and the reason why is because in 1986, there was a rubella epidemic and they knew this was a disability that really require specialized instruction, getting these kids to make their full potential as they really needed support and access and they needed specialized teaching strategies.  They started this count.  All of that information comes into the states, it is de‑ identified and then it is sent to us at the national Center and compiled and organized.  This is the best guess that we have, and we are all of the main reasons that it is essential.  You will hear me say this on Wednesday, if we are able to find these babies and support these families as early as we can, this is where it is at and why they started the child count and why we are here.  It is not about a number; it is about each individual family and each individual child and figuring out how we can do the best we can for them.

That was a mediocre answer of what is deaf blindness.  This will give it to you with pictures and with much more information.

>>:   While Emma is pulling that up, everyone has access.  You can go by knees and look at these also.

>>:   What do we realize is that there was not a lot of information that really comprehensively showed examples and stories of families and kids who were deathlike.  There are two modules so far and another one is in process right now on communication and the first one is an overview of general information on deaf blindness and this is free on the National Center and will be listed on the resources page for all of you in this PowerPoint.  This can be shared with teams, it can be shared with families, it can be shared with anybody.

The second one that is my baby is the early intervention one, and what I love so much about that is that they just added family perspectives stories, and there is some really great information about the process or having the diagnosis of coming out of the hospital and then of moving toward getting services.

Those are in the resources section of the website.

(Playing video)

>>:   Do you have any questions?  What I learned about the captioning is I cannot get out of the Chrome browser.  I wanted to be sure not to mess that up again.

This is just for your reference and for when you have the power point, you will be able to look back at this and it is not an exhaustive list.  On the link that was that 2022 National Center for Deaf Blindness child count, you also will see all of the different ideologies that are listed for those who are deafblind on the deafblind child count.  This is the most frequent list.

>>:   This is Heather.  It seems like this was the right time to ask this question.  Whoever is in charge, whoever does the senses or birth to five, if a child ‑‑ I am not speaking about Charge or Ushers, but if there is a specific syndrome that they have, do we automatically put them on the senses?  I have a child he was born completely blind and maybe he will lose his hearing, maybe he will not, but right now he does not need Nina or Nina's equivalent in my area.  Charge and Ushers, it seems like we always have, but I don't know the right answer and I was hoping somebody would.

>>:   That is a state‑by‑state conversation, and you have to reach out to your project directors and determine that.  We will get down the road and talk a little bit about referral and what we mean.  We have been throwing around some of these terms.  It is complicated for that reason because the eligibility, while we have a national definition of what that looks like since the states who are doing the accounting, and the recording has to be dependent on how the states define who is eligible.  Do you have any additional state ‑‑ 

>>:   I will put out there for South Carolina exactly what Emma said as it is a state‑by‑state decision.  What we also have the latitude to do is we can find out that kids and a parking lot for 12 months collecting additional data.  What I like to do, when in doubt, they are in my parking lot, we can do some more looking into the child, but there are some etiologies that I pretty much automatically put on there.  However, I have the kids I automatically put on that after about two years I had to remove.  It was not the right fit.  Usher, Charge, yes.

>>:   Can you repeat the question?
>>:   She asked if we do NORI, and typically we do.

>>:   Some of the things ‑‑ I first wanted to say that you do have a sheet on your table that talks about some of the common syndromes and conditions.  That is for you to take home and look at also.

Looking now, we wanted to talk about some of the risk factors associated with different vision and hearing concerns.  What are the one risk factor for a child with vision concerns is a family.  We get family reporting is the one indicator of a child's visual condition or concern for that especially for our babies.  It is a family member ‑‑ there is something, I feel like they're looking past me or turning their head.  I have concerns.  That is the most important thing that we need to remember that if a parent has a concern, the vision needs to be checked.

Any of us that are working with family or in the medical field, that needs to be taken into account.  We tell families all of the time that your concern is so important that we get it checked out.  You get it checked out and their vision is fine.  We learn their vision is fine.  There is no harm in getting vision check.  If the baby was exposed to alcohol or drugs before birth, if the baby was premature and getting oxygen, there could be vision concerns.  The baby had birth weight less 3.3 pounds, meningitis, encephalitis, CMV.  The mother had an infection such as toxoplasmosis, rubella, herpes during pregnancy.  Family history of vision loss is something we want to make sure we are getting checked out.  

Child has a such as seizures and child has other medical concerns such as hearing loss, cerebral palsy.  Again, these are the risk factors.  We have talked a little bit before that every Deafblind Project is a little bit different and deafblind projects are housed in different places within their state.  Some deafblind projects are in a university, some are in the Department of Education.  Our project is housed in a medical hospital.  We get a lot of this terminology of what the medical conditions are when I get a referral.  I am able to know what the medical history is if they went to Vanderbilt for their medical care.  These are things we want to start talking about and checking.

I wanted to bring up cerebral or cortical visual impairment because it is a huge factor that we say with a lot of the babies we work with.  40 to 50% of children that have deaf blindness have this diagnosis, and it isn't neurological.  We do not often know, and it may not have been recorded.  the child may not have had that diagnosis yet, but even with that, we note the strategies will still work with our babies, and also, it has a vision loss caused by neurological issues and diagnosed by etiologies and is a cluster of specific behavioral or visual responses.  Caregivers often note this before the medical providers do.

Interventions, the first three years are the most critical because we know there can be visual improvements with using correct strategies.  Treatment is educational and not medical.  Oftentimes, the little babies go in and see the ophthalmologist and the doctor is like the eyes are working and the brain is not interpreting the information that they see.

I have a chart on the next slide, and I wanted to highlight this in a room with so many professionals that are working in the field I've deaf and hard of hearing.  You often know that died very well and the vision is so important because just looking at the stats, and again if you are working with a baby that has the different diagnosis, also, you want to have vision check and CVI may need to be looked at.  90% of babies to have a diagnosis of migrants at the lake have CVI.  58% to babies who have had respectfully have CVI.  Cerebral palsy is one that they are doing a lot of research right now and working with children with cerebral palsy, and cerebral and visual impairment.  70% of children who have CP also have cortical or cerebral visual impairment.  These are things that are important for you to know as you are working with families that if you hear these terms and you are hearing parents say something is just not right visually, we want to make sure the vision is being checked.  That is such a powerful slide.

I hope this would be a good time to share.  Our son has ‑‑ his is undiagnosed and we do not know exactly that because of any of this.  We have had genetic testing, and we are waiting on GM sequencing, but everything else has been ruled out.  My husband and I did preconception genetic testing and ironically, he is carrier of Usher 1B and I am carrier of retinitis pigmentosa.  He has been tested for those and is negative.

His original, he felt his newborn screening, but we know or noticed he was not tracking or following.  We live in Northeast Ohio, and we are about one hour from Cleveland clinic.  We have seen a world-renowned genetic specialist.  He fully suspected it would be genetic and ran all of these tests and everything has been negative.  He is fantastic, but told us that we don't know what he will see and you will know the best and we will see what happens.  As we have gone over the past year, he was implanted last April with cochlear implants, and we have continued to try to work with early intervention to figure things out.  At some point, the more research ‑‑ I was digging into everything, we really think he has DVI, but trying to nail down a specialist and a diagnosis is next to impossible.  Ohio, from what everyone has told me, Cincinnati children's is the only place that has someone to diagnose.  I know we do not need a diagnosis to work with the strategies, but I figured I would share that part because it has been so frustrating as a parent.  He has so many complex and different situations, they focus on this, but cannot lead you to the next steps.  This part is so important as a parent because we have had to find this out on our own and dig into what we do next.

>>:   Thank you for sharing.  That is so true and that is often what we hear is a neurologist can diagnose CVI and ophthalmologist can diagnose, but getting into some of the clinics, on Cincinnati has a CVI clinic and Vanderbilt is about to begin a clinic in the next couple of months.  Again, working with your teacher of the visually impaired is so important because they can help give the strategies.  We know strategies that work and help our kids to be able to see better and to make sure we have the support and that is critical.  the thing about cerebral and visual impairment is that it can improve, and we can help our kids to see better.  That is a really great point.  Getting that diagnosis, we hear that all of the time.

Start using the strategies already, and work with the teacher at the visually impaired to help set that up as well.

>>:   I think I also, I want to acknowledge how hard it is to carry that because you are the one constantly advocating to say this is what is happening, and you are the one doing the research you are working so hard.  That is to just give you that.

>>:   As we talk about vision and hearing, this is becoming a big piece of it.  Typical vision development, just remembering what that is in helping to talk through that with families.  One month like such mothers or caregivers face, response to light, two to four months began to smile at eight others and that is social interaction that is so important.  All is moving person with their eyes and five to eight months watches things happening across the room and reaches or nearby toys.

9 to 12 months, reactive facial expressions of others, look for fallen toys at 12 to 18 months, marks and scribbles with crown, interested in picture books, and one and a half to three years, can see details and pictures, copies of circles with pencil or crayon and this looks different or the kids that are deafblind.

>>:   This is the problem with having four presenters.  This is one of my favorite things to talk about because it is so highlighting the critical nature of collaboration with teachers of the visually impaired and teachers at the depth as they bring such a wealth of knowledge, but they are both coming from their perspectives or their silos.

There is so much research of how to support babies who are blind to bond with family members and to really develop strong social bonds, but if you don't have a teacher with the visually impaired, that is really hard.  If you do, and you don't have a teacher at that deaf, there is not that deep conversation to say this, let's put our heads together meaningfully to put together and see how this works.  In certain states, you may not have one and that makes it even more complicated and that is why we will talk about referral to the state Deafblind Project and why it is so important because even though deafblind projects do not provide direct services, we can provide resources and supports in these earliest years to really help bridge some of the conversations and to really start to think about how it may look on the ground.

>>:   Emma is amazing and so some of my fender and now I have to think about what to say.  She is exactly right.  Dana shared a little bit about the risk factors, and you will see a lot of similarity between risk factors that Dana shared on vision loss with those of hearing loss.  I think the takeaway I want to get, I will emphasize what Emma said is that people ‑‑ they see the word deafblind and it is like they are picking one or the other.  They will say my family, we are more comfortable with that deafness piece because uncle Bob has a vision loss.  We know what to do with that.  Like Emma just said, no.  When you see these risk factors, if you know the child has oxygen deprivation and it has been identified there is a hearing loss, you need to look at the vision loss.  It does not matter because once you have one, there are some red flags that come up and you want to start asking.  Deafblind projects are doing a better job, we were so silent even within our own field because we way to get the deaf kids and we would have to go an extra mile to check their vision and stay on top of that or the vision teachers were doing the same thing.  Have you checked their hearing lately?  We need to branch out.  On the vision and on the hearing, kids with down syndrome, those students are being identified with down syndrome, you need to collaborate with them and go in and have conversations with them because hearing and vision are quite possibly something that needs to be looked at.  There is meningitis and other categories that we need to talk about.

>>:   And my other role I am a deafblind consultant and one of my students who has down syndrome was not diagnosed with CVI until she was 17 years old.  She had already been diagnosed with hearing loss and some visual field issues, but this CVI diagnosis came when she was 17 and she is 18 now.  We are working on it.

>>:   So true.  As Dana said, and the reasons you brought up, sometimes you cannot find a doctor.  It is controversial in some places and is not 100%.  If you have done the research, you may not be able to find a doctor in the area, especially if they went to school 40 years ago, they do not know what they're talking about, if I can say said bluntly.  That is the extent of some people's expertise.  I am not badmouthing; it is just education.

There is another problem with four presenters I heard a voice.

>>:   There is really strong parent networks or CVI and I don't know if you have gotten connected to that, but there is a superstrong National family ‑‑ there are so many national associations for different ideologies, but the CVI family support network, they have calls at monthly and there is a lot that happens and that is a resource to keep in the back of your mind.

>>:   There are so many networks now.  

>>:   The other thing that makes this even weirder and I just want to put that out and the room is you can have a teacher of the deaf and teacher of the blind and visually impaired and they don't always work well together collaboratively.  How I will emphasize this is for early intervention, often the family will find out that they have an etiology.

Your child has a hearing loss, he has Usher syndrome.  I have so many EI providers that are comfortable telling that because that is how they got into the system being referred and connected.  When their families are not told the vision piece is coming, I have providers who will say that parents are not ready yet.  Every chance I get, I emphasize and parents, jump in if I'm wrong, bad parents need the whole story at the very beginning.  I am not saying that it makes it easy, but it is no better when they find out five years later or at longer or 17 years later.

I was at an IEP or involved talking to the director a while back and I have a TOD at the table who serves a school age child, and they are like this child is not deafblind.  by definition, because you are at the table, this child is deafblind.  My point with that story is as a field, we are still learning and growing and there are pickups on the road.  Collaboration and people and the rents, we all work together.  I always say supporting parents I have been guilty of that term, but parents supporting the professionals is where it is that.  You know your child, you know what they can do better than any professional and it is frustrating to me because we talk about these risk factors, but it almost sounds negative.  a look at this, like at this, look at this.  I would encourage you to videotape your child doing things so you can go into the team and show them what they can do.  Donna does an amazing job at doing things like this.  She is much better at it than I am, but when the kids are in kindergarten and the teacher say he cannot organize the red and green and blue bears.  He can organize the measuring cups in the kitchen.  Videotape that and do not tell me my kit cannot do organization.  It is just not organizing the bears because they don't mean anything.  I am not talking about risk factors anymore.

These are red flags you need to watch for, and they run parallel.  If you have a child with lack of oxygen and they say there is a vision loss, go get the hearing tested as there is a strong possibility.

They are going to take my microphone away.  This runs parallel.  Again, the parents, the feedback from parents is that the best.  Parents normally pick up right away when the child is not paying attention ‑‑ I say not paying attention, but you know what I mean.  Those are great benchmarks.

Jump in before I go down another tangent.

On the left is typical learning and it speaks for itself.  This is where our kids, all kids have some challenges because they don't have that incidental learning.  We learned so much through the environment.  A great example that was taught by a group of kids, this is deaf and hard of hearing and not deafblind.  They were so used to videogames that was a wargame ‑‑ call of duty.  All of duty.  They were so used to that video game that when the war was going on in the Middle East, they thought it was a video game because they did not have access to incidental learning.  They just thought mom and dad got a videogame.  That has stuck with me all of these years because that told me how important incidental learning is.  You can see here how our students learn differently, and I purposefully say that they learned differently and collaborating helps us to cross those bridges.  I am going to pause there for a 2nd.  Are there any questions, thoughts? 

>>:   Building on to what Robertson, our children, they are learning differently.  We are trying to get them to do what they want them to do.  I have shared before at other conferences, and I always think of when mom or dad is going shopping at the grocery store and they are pushing their cart down the aisle and they have their child who has typical vision and hearing.  That child is hearing their mom and dad talk to everybody.  How are you doing?  How is everything at home?  Let's pick up these oranges.  Look at these oranges.  What was that noise?  All the way through, and then they get to check out and they are talking to the person, they are checking out and they are visually taking in everything that is going on.  Think of how much information is stored and their brains as they are pulling it all together.  They are attaching it to experiences that they have already had, and they are forming new concepts.  You switch out and go in with someone who has vision and hearing loss, and it is very different.

The way that they are going through, there may be gaps in their hearing that they are not hearing or their vision and they are only getting partial information.  The way that they are forming their concepts of that experience of going to the grocery store is different.  As Robertson, when we are looking to work with those babies, toddlers, kids, we have to really think and we have to know them as it goes back to partnerships and understanding them but know how am I going to make that meaningful for them so they can put it into their file cabinet that lives and their brand that connects all of that.

>>:   It connects deeply with communication as well.  You are building concepts, but how are you connecting those concepts with language?  This is why there is so much of a need to ‑‑ I will keep us sane, get the kids identified as early as possible so there can be a shared mode of communication.  There is so much research out there about the amount of language deprivation that they kids have, and it is not actually the receptive part.  Maybe they are getting it in, but if the receptive part ‑‑ the language they are taking in, if that is not a type of communication mode they can express, where is the modeling and how is that little kid going to be able to say I heard that comment that may be I don't have the motor capacity to be able to use my mouth to say these things.  That is something that is so big and why collaboration is so important.

>>:   This topic, we could be here for days.  Going back to something that was said earlier, every time you make the child, that is a unique child, and you cannot say last year I had a kid or on my EI caseload, this is how the child learns.  That is great.  This kid is entirely different.  One thing we have talked about is students who are blind and visually impaired, usually have a lot of language, limited experience.  Students who are deaf and hard of hearing have more experience and less language.  Now you can find the two together, and it is usually the deficits that intermingle with one another, and we have kids who are deaf and blind, they have limited language and limited experiences.  Those opportunities to interact, candidly, when I meet a new deafblind child, I can often tell the parents who are working and communicating and have a communication system with their child versus the ones you don't.  That is not finger‑pointing.  It emphasizes how incredibly important that is.  I am not saying it is easy, but how incredibly important it is.

>>:   And how important it is to find support for these families as early as possible.

>>:   I don't need to keep doing this, but that made me think of an experience we had with our auditory verbal therapist.  We connected with our EI team, and we have audiology, deafblind, different vision that is coming in person and PT.  We had our audiology and our debts blind EI person do a virtual with our in person auditory verbal therapist each session.  Working on that collaboration, we really tried to get the team together, but I can tell you from an experience as a parent, we found and that session that it got so overwhelming because there were so many thoughts of how ‑‑ what we who are really struggling with right now and if anyone knows resources, shut them out to me.  The Ling Six sounds are they go to, but it is really hard with the visually impaired side of that.  Our team is struggling with that, and no one has ‑‑ how is there not a best practice on this yet?  It is because of the low incidence.  That is kind of the issue here and that is what we have struggled with, but are deafblind person was trying to guide the auditory verbal therapies when we are sitting there trying to figure out how is this going to make him understand a sound if it is starting at his foot because you are doing that as a gentle way of doing the visual aspect of it.  It is not startling him.

We got so overwhelmed the auditory verbal therapist said I think we need to shut down this right now and then we went back to what they were doing.  I just wanted to share that as it goes back to collaboration for me.

>>:   I have a parent and I need to connect US and their child is also getting auditory and verbal therapy.  I think you all would be great to connect and talk through this.  I just wanted to jump in and say that.  You will see with the family and one of our videos.

>>:   I want to jump in as I know we are all script but thank you.  Thank you and thank you.  We said earlier that the collaboration is important, but it is not collaboration unless the parents are there because your stories mean everything.  We know so little.  You know so much.  Thank you for being here and sharing.

This is like a Rubik's cube to me.  Every time something different happens and it keeps moving.  It can be very different on Thursday from Monday.  Collaboration is important because we can get different perspectives and we continue to turn this.  This is just one piece I wanted to share with you.  How many have heard the concept of active learning?  That is those who saw the moonwalking bear.  I am not the expert on this.  We can plug you in the direction of those who are incredible at this, but I hope this will make a point.

(Video Playing)

>>:   I think that gives you a little bit of a flavor of what this is and if we had more time today, the rest of the video and other videos, come talk to us as it shows this young man really exploring the environment.  It is important for us to remember that many of our children, their bubble is very small.  They need to be put into a safe environment to explore.  The active learning is the overarching umbrella of the strategy in the little room is the tool that is used to explore this.  Why I like to share this ‑‑ you heard them say you have to exploit a sensory channel.  We do a lot in South Carolina where we do a sensory learning kit and we have adapted it where we help IEP teams collaborate to figure out what is the best way a child takes in the information and that is where we start and build upon that.  We use that to design those rooms.  What you would see if we continue to watch this is a student very quickly in the matter of a month or two is really interacting with the environment.  You can change those things you have been there as they are exploring.  In South Carolina we got creative as this is pre‑reading skills and raising the literacy money for this.  School districts love it because they can never figure it out.  A kid cannot learn to read a book if they cannot explore the environment around them.  This was a collaborative process that started with our early intervention team and goes all the way through school age of the Deafblind Project.

I will stop there.  Are there any questions? 

>>:   What these first hour and 40 minutes is, we have thrown a lot of popcorn at you and you are all like what?  There was the simulation and what is that blindness and then there is the active learning strategies, and we talk about touch.  I know this is so much.  The reason we did this is because we only have four hours.  You all signed up to learn about collaborative learning strategies.  If we do not lay this popcorn style information, when we start talking about collaboration, it is really hard to ground yourself.  I also recognize that this may have been pretty overwhelming.

Before I go into a friend, I would love to hear if you have any questions, if you have any comments, if there is anything ‑‑ I thought of this when you started talking about the deafblind specialist who was supporting the communication by taking a toy up your son's leg, you are saying you are so overwhelmed and I am thinking we have to send that to you.  I just want to honor that.  This is a lot.  If you have questions or thoughts, I want to pause for a moment.

I am from California, and I have always wondered, when we did the California deafblind senses, we are required to fill that out for the students.  Is that also a referral or is that a separate thing? 

>>:   What an amazing question.  That is one of my favorite things to talk about.  Why do we have been talking about a lot is when we talk about identification, there is identification, vision status and hearing status and identification of the two combinations bringing deafblind.  When you fill out that form, you are basically letting the Deafblind Project no there is this child and this family summer in California and that child has been added to the deafblind child count.

There should be ‑‑ I don't know California specifically, bed and small states it is different from those large estates.  There would be a technical assistance request.  Basically, it would be now you know about this kid and this kid is referred and using the word referral.  Submitting the child's account or the census form does but that child as referred on the child count.  You are referring, but if you want technical assistance, some states have a technical assistance request form and others, especially if they are small states will reach out to you.  It really depends.  the child is referred when they are on the census.  Any other questions?  Collaboration is only as good as those collaborating, and I think it is important to acknowledge that was stressful for you.  I am sorry as we are here talking about the project.  I want to acknowledge that.  What we have talked about is there is the loss of distance and when those two are combined, incidental learning is impacted and that is access.  There are exceptional examples of how to really support these kids, their families, their providers to learn as much as they can about the world around them.  We know that to be true.  We know there are so many examples on our website.  There are practice guides and many different ways that we share about the strategies, but we know they exist and that they can help.

By referring to the state Deafblind Project, you are getting that child on the deafblind child count, but there is also an opening of resources for that family.  Penny, Jana, I don't know if you have feedback for what specifically referral or families can mean, but I know that may be helpful to talk about.  Do you want to explain?  I refer? 

>>:   The reason is really because you want the best for you and for your child.  You want to be able to understand what the impact of deaf blindness is.  Once you do, you are better able to communicate with the IEP team about it, and he will be more acutely aware of the lack of information to your child.  That is the educational reason.  There is also so many other reasons because you have to think about the doctors who do not get that.  They have a job to do that has nothing to do with the fact your child will grow up, graduate and be in society.  You have legal systems that tell you differently in terms of what you can do or cannot do.  Your IEP team who is left in a state of wonder or what to do with your child in so many cases, and then you have the social network.  That includes your own mom and dad or your in‑laws or your cousins and siblings.  They don't get it either.

Once that moment comes for you to understand that, I think that is when change happens.  I say all of this to take a deep breath because of the level of overwhelming us that is on your plate.  I want to stress that you can connect families and families can connect in your state or nationally with other parents.  I have a belief you will learn more from other parents than you will from an audiologist, even though you are at a place in your journey that the medical component becomes very important.  Take a breath because this is a journey, and you want a high quality of life for your family throughout that journey.

You can tell there are no magic answers.  There are a lot of reasons as to why to refer.  I am quite biased.  I am happy to help you in connecting based on what your needs are at this point and time in your life.  I will get your e‑mails.

>>:   Family to family support, originally as a learning parent and now as a supporting parent, nobody and my social circle got it.  No one and Martha's professional team, none of her providers got it.  I want to give that support and get it for other families.  Hands and voices that's a very good job of providing structure for families, so encourage if that is something in your state for people to connect to.  I am on the board of directors, and we are working extremely hard to have a family-to-family support system in place in every state.  We are getting very close.  We get it.  It is so hard not to compare and that is one thing we work hard as liaisons to do is to not compare and not to take for granted the days that we have because the future is not guaranteed for any of our children, and we went families to find joy by connecting.

>>:   Thank you so much.  Jana, also, NAFBV, and most estates or each state? 

>>:   I think I would rather relate to these families individually because I am overwhelmed.  They are thinking maybe they are doing something they are supposed to be and you are doing it right.  I am happy to talk with you and I know that your program can connect you as well, but if we stay in connection so you take these baby steps with other families, it is so comforting.

>>:   This is Donna.  Why would you want to refer to the state deaf blind project and why is it important to collaborate?  Because these cute babies grow up.  In the left picture, it is our friend Brandy who has been active.  She is actually on the Board at NAFDB that is the National Family Association for deafblind, and lives in Kentucky.  We know her really well.  She had two children who were born very early, and Abby is on the left and on the right is Alex.  Alex is deafblind with mild hearing loss and has auditory processing disorder and you can almost see it when you talk to this young man.  You need to give him time and let that information go out.  It is like a ping‑pong ball to go out and come back in.  He can give it back.  He has cerebral palsy and attends the school that she just graduated from the school for the blind last year.  We really want you to remember that everything you do is so important.

I will start crying, but their trajectory and their lives are so important.  They grow up and they turn into this wonderful young man standing at the state capital and Kentucky who served as a page on the floor with the senator there.  He is there.  It went from here to here because of people and his life who collaborated, supported, talked to, listen, it referred.  It is such a community that supports everyone around that child.

>>:   This is a great slide to talk about what this project provides and how are we useful and how do we support families, teams and medical providers.  Every state, as we have talked about is a little different and how they provide that support, but essentially, very much the same.  Individual consultations and what I love most about my job is I was in early intervention provider.  The part I have left most is going to end with the families and able to go into the homes, meet with families and kids are at their best when they are in an environment that supports them and that they know.

I get a lot out of referrals through the medical system, and I will look and see all of these things going on with the child and I am like that is really hard.  I go into the family home and see the child with their siblings and their parents, and this familiar environment and I threw that paper into the trash because that is not with the child it looks like.  They can do so much more than what the medical diagnosis is and that does not define who they are.  That is a big piece of what we do as we support families and home, the community and the schools.  All of the resources we are giving you today and you don't have to go look at all of them because there is a lot out there.  We are getting more out there and support to provide families and professionals working with students with dual sensory loss.  The unique strategies work for the students and that's collaboration.  
I love to be able to go into the home and work with the EI provider, OT and PT and parents.  Let's really look at how the child is using their vision and hearing and what are strategies we can use to help them access things in the home and what is it that they like and what motivates them?  Being able to talk through that.  I felt like every time we go into a classroom, I am saying let me find even and the worst classroom, you can find that one good thing they are doing as they are doing really good thanks.  Cockatoo highlight that and find that students, how can we build the team to help this child be able to do the very best they can.  We do a lot of workshops and trainings across the state.  We train anybody and everyone working with our students and with our babies.  Guidance through the transition time I'm a birth to three and three to five into the school system is one of the things that I love about this job is we are able to be with babies from birth to 21 and we see all of these cool things that happened in the great accomplishments, and we can be there with the family throughout their childhood to adulthood.  That is great because some of the things Robert and them are talking about, the video clips that families have in the educational teams have I can show how much the student is doing and how much they are progressing is huge to share this kind of things.

Great ways for families to network as we do in state and collaborative family support programs.  We do workshops for families to be able to connect with other families and that is a big piece of what we do.

>>:   You have this link and front of you, and this is the link to the website for how to find your project.

>>:   This is kind of the end of this part.  We have this and one more slide and then we are going to go into hearing from families and hearing from providers about collaboration.  We will show a video and then we will give a piece or a prompt for you to think about and then we will report out and show another video and that is how the rest of today will go.  We will not just talk at you for the next two hours.  If you suspect a child you work with may have a combined vision and hearing loss, you are not responsible for determining eligibility.  You are not responsible for determining if the child is deaf line, you were responsible for seeing the risk factors and providing those to connect with the state Deafblind Project and that project will be the one to confirm eligibility and move forward from there.

We have our link to the National Center on deaf blindness that I have heard from some is quite confusing, and we will go back in and edit the resource page before we send it to all of you.  the actual list as the resources that we highlight the most and some of the modules and practice guides talk about strategies.  There is a family, support for family’s webpage and some other things and we will get that together.

Why are we here and why are we talking about this?  We are here because we are here to think better about how we can work better together to support kids and their families.  We know everyone has a limited time, states deafblind projects as well as hands and voices and early intervention, everyone has limited funds.  If we can check our humility or check our pride at the door, bring our best selves to the collaboration what is really great is we can put ourselves together to be quiet, listen to the families, hear what is going on and brainstorm together about how these kids can be supported to learn and grow.

One of my favorite things is we are talking about this on a very individual level for families and we are doing this at a national level and I'm grateful for all of you who are here and showing up as part of the coordinators and part of the conversations to really think about how we can collaborate on a national level because there is so much that if we work from the ground and we work from the National area, we can come together better and do right by all of you.

I will pass this off to Donna to introduce the first mama, but I wonder if you want to take five, 10 minutes to take a break.

>>:   That break is into slides, but I think we should take a break now.  Let's go ahead and take a 10-minute break.

(Break.)
Yeah okay.  This is Donna.  We will head back to our seats right now.  Thank you.  I know it is a lot of sitting.  We wanted to put the chairs in a circle, and we had planned on having circle tables, but we got instructional tables.  Raquel we are going to start new events to happen about deafblind, height important to collaborate and we will hear from parents and from our hands and voices coming from our EHDI people.  We have asked them to do some interviews.  This first one is my friend Sarah.  Her daughter was born CMV and she is on the national board and is in Kentucky, our lead.  We do a lot collaborating between the two of us.  She is wonderful and is here at this conference.  She was hoping to come by, but I don't know if she can.  Here is Sarah's story, we will watch this and then talk about it.

(Video Playing)

>>:   Before we move on, and someone go through the auto generating captions to have before we go through the videos?

>>:   I am very embarrassed watching that, and I felt we should have done a much better job.  It is something we really have to be intentional with, and obviously we did not do a good job on that.  Thank you.  So just to reflect a little bit on Sarah's story.  Any thoughts from that? 

>>:   I am still incredibly frustrated by the burden that families have to carry and finding the right fit of the provider and in sourcing things.  We get it done or you see some of us get it done, but there are so many more of us to give up and it is extremely frustrating.

>>:   Just to respond to that, we have another family who address that in there.

>>:   This is Heather, I am not a teacher of the deaf and hard of hearing, that is her area of expertise.  I am shocked.  I felt once they failed a newborn screening that you automatically go on to something else.  I was shocked.

>>:   I could talk a lot, but I will stick with what this was about.  Or our experience, our son failed his newborn hearing screening, and it was downplayed because we had a C‑section and they said so often babies with C‑sections have fluid and their heirs.  Hours with scheduled a month out.  We went in with 0 expectations it would be an issue.  If any of you work with someone in the hospital, do not set them up like that.  That's killed us.  We went back a month the week after and they said we had the first one and he was asleep the whole time.  the next week, we went back, and we were not prepared for that.  That was professionally, that was the biggest letdown.  It was not that you could ever be prepared for it, and we left that day, we create, and then it motivated me.  Now what do we do?  I signed up for early intervention that night.  I went on and thought what are we going to do next?  If I can share anything from that, that was the worst part.

>>:   Yes, this is Donna.  You heard Sarah talk that when she left the hospital, it did not seem like it was a big thing and they said the same thing they said to you of that happen sometimes, there is fluid in their ears.  They left with an expectation of going into that audiologist and seeing everything was good.  Sarah went by herself and did not bring her husband with her.  It was very difficult.  That is something to really think about.  for those who are doing the testing and what is that information.

>>:   I just want to stay in Colorado we are working on some draft script language for screeners, specifically calling out to avoid comfort language on the proofs because before you said it, I was saying it with you that there is likely fluid in the ears.  Thank you for that as it is reassuring for me for what we are trying to accomplish as there is so much turnover.  Giving them guidance and language to help move the process forward and avoid setting families up like this.  Thank you.

>>:   This is Kate with Illinois EHDI and that is something I popped in my head was that we are phishing the newborn hearing screening training curriculum for everyone because they have messages, they think it is impersonal, but that is the best thing as they are vetted by parents and professionals.  You can make it personal, but that message should be scripted.

>>:   Can you tell us as I don't know about that.  Can you say more?  Is it a state level thing or a national.

>>:   This is the newborn hearing screening training curriculum that offers two hours of CEUs and we offer it to nurses and we required it in Illinois.  It is great for anybody.  It is about positioning babies or screening, but the scripted messages are a key thing.  Happy to provide that link for you.

>>:   I am in audiologist and a clinic to seize a lot of babies to commit or their first outpatient follow‑up and it is important to find a balance between not scaring parents in case they do pass right away, but setting up the expectation that if they don't ask, this is what the next steps look like right up at the back before going into the diagnostic tests because parents come in and are anxious, they pass and then they move on, but there are parents that when they don't pass, they come back again and have normal hearing at the first ABR, but you want to set them up that if things are not normal, this is what next steps look like.  Know that either of those can be an option.  That is what I try to do.

>>:   I definitely would like the link you were talking about before for proof and I would love to get your card before we leave.  There are so many stories and trying to figure out which to look at.  I was API or the deathlike project and we would be the impact on the families, and we are where they would need their support and advocacy.  At the same time, the project would not allow us to do that and provided resources.  Now that I am in nonprofit and I am waiting for the grant to be announced hopefully in the next two weeks for family support grants, or that Department of human sources or services, to expand what we are doing, that advocacy and for the families and reasons as you were saying, you could not provide or they do not have it themselves or there were a few places that could.

Someone mentioned a script or a template.  Early inclusion advisory board, many have been suggesting that and thinking about that as a possible script or idea.  I am ‑‑ there is 50 at one in that.  It has not been well received on that end.

>>:   This is Donna.  to respond to what you said.  Deafblind projects, we cannot advocate.  We can give a lot of information and how we get around sometimes it is we connect parents to other parents.  There is some great nonprofit organizations they can be connected to.  We are stuck in that role that is difficult sometimes.  Applause to you to look for a funding or a grant to provide those services.  That is exciting.

>>:   We do have a defined project in Alabama under the school for the blind, which is statewide.  Each regional Center and Alabama, of which we have 10, they have one case manager for the blind and one case manager for the deaf.  They work in several counties.  Our big struggle and Alabama is early intervention does not partner with them.  They tend to try to find resources, but they forget about us.  We have more resources to share, and if a baby is deafblind, they can still capitalize on both of those resources.  We do need a case leader to share that information, but the early interventionists feels like their field is a separate field and that is where we struggle throughout the state.

>>:   This is Donna.  I think you are talking about a struggle and every state and collaborating with EI as it is hard to build a trusting relationship with to collaborate on that.  Dana, are you in the room and will you share what you did with AEI and they training that you did?  I know in Kentucky it has been an ongoing struggle of how do we get into that EI system and make sure the kids are getting language, literacy, access to all of the information.  Those going in and working with the babies have little to no experience of working with children with super complex needs.  What my friend that.

>>:   In Tennessee, I have to say that we work really hard over the past 10 years since I came in this position, EI was a strong focus with me as that is also my background.  We work closely to do training and education and early identification and referral was something we also collaborated with the national Center looking at how to strengthen the partnerships.  An outcome has been we have continued to get a high number of referrals from birth to three and we typically get about 50 that have been identified and that is pretty high for a lot of the state deafblind projects.  Part of that was the language we use as we know deaf blindness can be a scary term and with families getting all of the diagnosis, the medical concerns, the needs and someone else coming in to say they also have deaf blindness.  We really started looking at making sure we are using family‑friendly terminology combining vision and hearing loss, auditory sensory loss and helping families understand what that means.  This year we were talking with our statewide early intervention team, and they said we need more information on working with complex learners and more information on vision and hearing and that dual sensory loss.  They are like what can we do?  We came up with doing a six-month lunch and learn series on what does that look like, how do you work with the complex learners.  We invited a doctor from Colorado to do the series for us.  We started out with our project talking about what we feel in the first series and then we talk about routines, what does development look like and supports, and that will be helpful.  We know in all of our states early intervention provider, the turnover is so high.  You get some untrained and they move on.  Making sure to have the support set up so that they can go back and watch those.

EMMA:   Add onto that, that collaboration was great because that next line project paid for Dr. Anthony to do that.  It was that collaboration we really want this.  I know the perfect person for it and I'm willing to pay for it.  It was that collaboration that happened.  Once you put money in there and get the Deafblind Project and balked, it is building trust ups.

>>:   This is Nina.  1 of the things we are doing as they North Carolina deathlike project with the early intervention, teachers of the deck and visually impaired, we have a PLC, professional learning community that meets monthly that is ran by members ‑‑ we have a big team of members with North Carolina, and it is ran by some of our team members.  We are using the modules on the website, and we do ‑‑ on the PLC as a teacher at the deaf and hard of hearing, we are paired with our TVI who served the same kids.  It has been such a great collaboration, and we have work with you outside watching the videos and doing the modules outside, so we are able to collaborate.  It has been a really great experience this year.

>>:   Are you paid for your time to attend and watch the trainings? 

>>:   That is a great question.  It is part of our daily job, and the meetings are during the workday.  Any questions?
>>:   Washington state.  They have done an exceptional job working between artsy early intervention and the Deafblind Project training up their family resource consultants by having them training and the three‑pronged approach.  Do you want to explain?  It is really cool to see has the will start turning and people start thinking about it, who can I reach out to and who are my partners that I know or do not know and how can we get in the same room or on a phone call together and think about how we can do right by the kids and families.  They have done a great job in Washington as well.

>>:   Anna from Washington.  I have used the three‑pronged approach as an early intervention provider and as the connecting piece or families.  It is an observation checklist and the provider's observation to see if there is any physical abnormalities, air tags or pits in the ear or if the eyes has went higher and one lower in the physical observation.  There is a developmental checklist the provider goes through with the family to see how development is going.  There is the physical he's, the observation necklace.  3 prongs.  It is gone from my head.  His questions.  the most important, the person who knows their child the best Anna in the parent how the child is doing, what their experience is and taking the notes.  If there is concern, we sent off a referral to the Deafblind Project that was created through the Center for deaf and hard of hearing you and the Department of youth and family services who created that three‑pronged approach.  We did help out with that, but it is a great tool.  It is allowed for individuals who do not have the experience or background to have a guide to move families forward.

>>:   What Penny said, you have so many things you are balancing as families.  If it is possible for all of the programs that are to be supporting your kids to talk more and figure out how to help and find supports, that is moving us forward toward helping families and kids.  You are all doing things in your states.

>>:   This goes back a little bit to the language piece, but what is hard to get the line between not scaring parents and using terminology that makes concern them or be overwhelming, but not falling into euphemisms as there is a lot of issues with hearing differences or they struggle a little.  That is not really mean ‑‑ that does not have a meeting to it beyond what the parent has assigned.  Many times, she struggles with her vision a little, but she is not next line because that is what they have been told to say and that is what is most comfortable.  I have been trying to tailor my language to help families want their child referred to without using the special needs is a perfect example of the does not carry any definition.  I have dietary restrictions, does that make me special needs?  It has to do with the language we use without getting to Lawon or Gregg of what it actually means.  When you did someone else have their hand up?  We are going to move along because we saw how late it is.  We are trying to get everything we can into this.  Before this starts, I will apologize as it is run through YouTube.  I was standing on the side thinking of you.  You should have done a better job at this.

I will give you some information.  They have a young boy they will introduce, but they address the exhaustion of looking for services and people who understand your kids.  They wish there was one person you could go to and they kid find where your kid needs to go, these are the services and the people, but it's not like that.  We will go ahead and play this.

(Video Playing)

>>:   This is Donna.  They address a lot of what was talked about with the exhaustion of trying to figure out what is my path.  I have this information you have given me, but where do I go with this?  They share the patchwork of I found this information, but is this really what I need?  It led to hear and then I met this person and it is exhausting.  It should not be that way.  That was the big emphasis of their interview, and I did not prompt them to talk about that.  They wanted to talk about the systems and how things are and how collaborations, when they do work, they really benefit everybody there.

Any response?  Back to Washington.

>>:   This is Anna.  I wasn't really thinking about the parent’s comments about needing a person as that guide and each states, as we keep noting, it is so differently set up.  Washington state, we are trying not, and we have the family resource coordinator who is assigned kids and their region and work as this social worker or the case holder and it is in the title, the resource coordinating.  They are creating a new position in Washington for deaf and hard of hearing resource coordinator.

MX, it has been very interesting watching how each region of the state is doing it so masterfully and painfully different.  We know the parents will all have such different experiences depending on where they live.  Washington has three counties that are large metropolitan counties and we have so many services for families.  King County is the largest county in Washington state.  They are taking their very own approach to having deaf and hard of hearing resource coordinators.  I hold concerns and can about the parent’s perspective of this one individual.  Not that they hold the information, but we are asking a person who very rarely has a background of any kind and deaf and hard of hearing or visual impairment.  How do we and what kind of timeline do we need to emphasize with these individuals the critical need for language being there through all of this.  We are finding we have full-service agencies that do all of the developmental domains with PT and OT, and we have separate deaf and hard of hearing programs.  I had to make notes for myself.  for parents to navigate that system alone, full-service agencies and the deaf and hard of hearing partnership is very confusing to them.  We note through our follow‑up, we can see when kids get into early intervention services, and we are not tracking.  They get in and we check that box and that bothers me deeply that I don't know when this child has found the person that is the most knowledgeable person in the room about this community.  Not about the child, but the community and how complex this is.  I get goosebumps thinking the harm that can happen through little knowledge when we have a little bit of knowledge and how much damage that can be sent.  It takes them time to roll back and say let's go back to what we know as we have all of this wonderful knowledge.  It is the repair he says he can take so much time when we don't have highly qualified individuals or trained.  We do need to have training.

Shameless plug for Tuesday as we are doing a presentation or how we were working on this training.  I would love for anyone's perspective on how to piece together eliminating bias and reminding that this is the child and OT is important, but how does he learn without language.  I get really concerned about the navigators who may be do not have all of the resources we want them to have.  We know that deaf and hard of hearing education field is it really limited and people.  We really do not have a lot of us in early intervention.  That is my reflection for the need for navigation and how complex it is.

>>:   Thank you.  He said everything we were thinking.

>>:   Hello.  This is my soapbox topic because as a social worker and a parent, I had said I need my own social worker.  I have had little, tiny bits of it through the hospital and case manager, but they are like what do you need?  It's not what you are able to do.  Something from a state‑level would be helpful with the resources.

I work for an area agency on aging and with the older side of people, but I am directed by state laws.  I know it is not easy to get funding.  I want to do the best I can, but my caseload is 89 older adults.  That little bit of knowledge you have, and I can get you resources and then you do not get that follow‑up.  I see it from a professional side and from the parent’s side.  The example that made me think of this is when it was time to get his hearing aids.  I know every state differs in Ohio is not one of those that mandates hearing aid in coverage.  There was no help, and we live in Youngstown and is not part of the bigger health system.  When we needed his hearing aids, which after we did the other ABR, he had profound hearing loss and slept through that trial.  Without it we are going to pay thousands of dollars for hearing aids we will use for a couple of months.  They did not have resources for me because we both worked both work full‑time and we don't qualify for the other programs as we are just about that threshold.  They children's hearing a project, I could get them covered and it was such a relief for us because that was one less thing for us to have to do.  But I had to do it.  Through our audiologist and those we saw, some of the bigger health care systems new it, but our little one did not.  Thinking about how many parents would have struggled or not with the hearing aids or take out loans to do that when you would not use them after a couple of months.  That was something I remember going through.

>>:   One of the things that makes this so complicated is we are talking about kids and families trying to fit into these huge governmental systems trying to identify a kid who has a hearing loss, and it is so hard.  I see so much, all of you want to do right and I see so much pain in you as families.  We brought this to be a conversation or how to not fix it as we know we cannot, but how to hear from each other and hear what is happening, how we can learn from each other and do better.  I am so grateful for all of you for sharing all of those things.  I think we have one more comment and then you will have to get up and move just a little bit.  We then have a couple of other videos that we will share.

>>:   Adding and really quickly, adding on to what Teri said imagine navigating that as a migrant family or a family whose language is not English.  We have three undocumented families who are terrified of getting services because they think it matters.  I think about the language barriers and the cultural barriers and all of that.

>>:   The equity piece of that is so huge.

Go move your body, come back and we will do a few more videos.  Thank you for sticking with us.  

>>:   Okay, we are in the last stretch.  I really appreciate you as this has been great sharing, learning from each other and we will try to get you out of here on time, 1230.  We have already taken out one of the simulations because we do not have time.  the next video we are going to show you, this is my friend Sarah Ruth who runs our state Kentucky hands and voices.  I will give you a little background.  A few years ago, I had no contact with them.  We were doing what we could do, and we were in our silo doing what we needed to do, and my friends, Robert and Dana and a couple of other people said you need to get with your hands and voices and you are EHDI in your state.  I did not know any better, so I went up and said I am Donna from the Deafblind Project, can I be on your board.  I did it to both of them.  It was in one day, and I am on the Board and both of them and I have been on the Board of both of them.  Sometimes I don't know any better, so I just go.  I have to say you will hear from Sarah what that collaboration has come over the past couple of years.  I apologize for the captions.

(Video Playing)

>>:   This is Donna.  Remember that I just met Sarah probably four years ago and I called her up and said this is who I am, can I be on your board?  It has taken four years, but we call each other all of the time and work together.  I was sitting on the plane next to a woman who her daughter in college was thinking about becoming a pediatric audiologist.  Hold on, let me text Sarah.  Do you have any free money out there as there is a lot of money out there for audiologists?  Within two seconds from contacting her, I had a list to give this other person sitting next to me on the plane.  Very lucky.

Any thoughts on that?  It has been a great collaboration.  We have learned a lot from each other.

>>:   You can come to a presentation on Tuesday talking about the supporting parent story.  We are not just moms.  We have extensive training on how to be nonbiased, how to improve the advocacy and skills of the parents, how to help the parent become more engaged.  Please encourage families to connect with us because sometimes we need a notch dislike families need a nudge to get enrolled in early intervention.  That is another thing that we do is we are trained, and we are not just moms.  Even if we were, we would still be important.

>>:   Anybody else?  I think this is the last of the videos.  We have two more videos, but this is the last one you will see me interviewing people.  I apologize as we try to have a five-minute limit.  Roberts was 45 minutes, mine were like 17 minutes and it is hard when you are asking a parent to say we will only do five minutes, but you can see it is just trying to do that and be very respectful while doing that.

The last one we are doing is Laurie and Travis.  This is our EHDI group.  Again, I was not working with them four years ago.  I know that I met Laurie up in the top.  She must have thought I was a nut calling her up to say I am from this project and I want to be on your board and I went and met with her and she said okay, you are on the Board.  It has been a really good relationship because we are working toward trying to get direct referrals.  Direct referrals at the start.  Dana is lucky as she is at Vanderbilt Medical Center, and she gets those babies.  She gets most of her babies are her caseload is young people.  Kentucky, not so much as we rely on humans to make the referrals.  When it be great if it was not such a human error and it was something that there is vision and hearing concerns, direct referral.  I think each state is different.  I am bringing the microphone over before we start.

>>:   I was going to say we have made direct referrals in the last few years, and it has been huge.  I think that is a really great ‑‑ one other comment back to a different subject is we are working and listening to everybody who says all of the resources are out there, how do I get them?  We will work with the direct service providers or the coordinators for EI and send them mentally here are three things on deafblind.  Here is a parent video, e‑book and webinar from this place, this place and this place and I think that will be really good.

>>:   Thank you.  We will go ahead and jump into this video.

(Video Playing)   

>>:   Has anyone experienced any response on that? 

>>:   I don't think I understood how important a collaboration with you are EHDI people was until I moved to a different state.  We had such a great collaboration with the EHDI and with our guides, and when I had a new baby who needed and had a vision and hearing, I knew Michael Norman at the deaf line in Louisiana to say I know a guy, let's get him involved.  I knew our guides in the area, our Spanish‑speaking guides we could really build a strong relationship up to be able to help these kids.  Having this collaboration that greatly miss it.  That is how it works, and it is one of those things you realize how good you had it once you are gone.  They stop asking me for data, I am tired of giving data, but they were the ones who gave us our direct referrals.  Once EHDI got involved with us at the school for the deaf, we were getting our babies earlier and earlier because they worked hard to make those relationships with the Deafblind Project and with the audiologist in the area and at the deaf school.  Collaboration is so important, and I miss it a lot.  I will get there and figure it out.

>>:   I will hand this microphone over to Robert.

>>:   We have 25 minutes and Donna told you mine is 45 minutes long, so this will get really interesting.  the parent I had the opportunity to interview or one of my staff members that is kind of all of the things we have heard today.  She is amazing and we do our partnership, and she works for our parent PTI.  She is a parent, and she wears a label mom very proudly, but I have to go back to this comment.  Minnie Lambert is the parent I am talking about and is one of the most intelligent and passionate and committed and approachable individuals that I know.  Once you have met her, you will never forget her.  She is everyone's advocate, and you need to see her for a few moments.

Any questions.

The question she was asked is what did the services look like for her.  She is an advocate for everyone, and she is speaking specifically about her own son who just turned 21, we are talking about the services identified.

>>:   Today has been about collaboration and you have heard about how important it is and I think she does a great job at Saint along her journey she communicated and collaborated and learn from a lot of people including her son.  That is pretty powerful.

As we talk about collaboration here today, we talked about some of the other players here at the conference, EHDI, hands and voices.  That is not how this conference always has been.  I remember coming to the second EHDI conference, at about 300 people, and a lot of people in lab coats, no interpreter it was a very medical conference.  It was.   it is what it was.  There were not enough people in the room that we could collaborate with and there were a lot of doctors.  We have evolved in the 20 some years we have been doing this.  Again, like Donna was saying, the collaboration she has done in our state, the collaboration we continue today with, Emma and another have been amazing because we are having conversations about deafblind kids and that was not happening at all five years ago.  You are part of the new paradigm shift and the new level of collaborated.  It is really exciting and I'm going to tell her how much you liked your presentation.  I wish I could share all 45 minutes of it.

We have 15 minutes.  We just want you to take three minutes to reflect.  You do not have to do all of these things but think about what are some takeaways from the family and provider stories, how does that feed into something that will inform your work or your practice or what you may share with providers if you are a family, concrete next step.  Who may you reach out to and then something you are still wondering about.  We will give you three minutes and it's after that you are still wondering about something, I would love to hear that as it can help inform next year's sessions and inform the partnerships we are doing.  That would be great.  We have a little guide to leave you with and then we will show you a video while Donna is going around, I know she is getting you the QR code so we can have the survey.  I think we will take just a moment to reflect on some of the questions that was just asked.  Anything anyone wants to share whether it be a takeaway from today or one thing you are wondering about the you would still like more information on to make sure we follow up with that or at next years with EHDI and if you think there is a certain topic or area to focus on, we would love to hear your input at that.  Are there any comments that anyone wants to share? 

>>:   This is Anna from Washington.  Just a couple of thoughts.  I believe deeply and workforce collaboratives reminding me how successful we had of one or spoken language, is for the providers and that is something I will be thinking about how the department of health can set up a workforce collaborative.  and then, one question that remains on my mind mainly because this is something I have been thinking about a lot is pro‑ tactile and how this is going in the scheme of things for families and how are they getting access to that.  Trainings, I would love to know more about that.

>>:   Tactile, I will not describe it.

>>:   I will, and someone can help me out.  Tactile communication for deafblind adults or deafblind individuals incorporating American sign language and also obviously for those who cannot see.  We are very individualized on the user.

>>:   There is a presenter's name is Susie and there is a lot as deafblind sessions including hers, but there is going to be ‑‑ I don't know what day, but if you look at Susie Morgan and tactile, I forget what the title is, but she will be presenting and part of what she will talk about is tactile.

One of the things I am inking about his funding of the cross training and making those things available to more people in the interdisciplinary approach and the other thing is just because ‑‑ two and forcing families to make a choice and then removing that option from their service list, if there are not ready for something, that does not mean they don't get the services, that they can have them at any time.  If you don't see it, you don't understand it is still available to you pick up.

>>:   That is a great point.

>>:   One thing I would like to learn more about and potentially this is not in this particular session and maybe it will come up more in the conference is the service clip that happens when children enter kindergarten.  I know I have two ident gigantic service cliffs.  I would love to be able to provide families with more information about what is to happen.

From any of the speakers with the deafblind projects, this is putting you on the butt, but if there is anything you feel is super innovative with your project specifically that you could give?  I want to go back and will present at Ohio, is there anything you could be like I am really proud of this project? 

You talked about one of years with your training.  I just wondered if there is anything you could think of that is great to share.

>>:   That is a hard one it is so individualized.  I feel like our early identification has been strong, but it is with the resources you have available.  What is great is the deafblind projects that we do get to collaborate with each other, that is a really big piece as we in the southeast go into the southeast and that is just how we are.  That has been really beneficial to be able to do a few more things and connect families with other families that are in the regional area.  I think it is so individualized.

One of the big things we did is with the southeast and some of the other states that joined in with us, we did develop a webinar series monthly at least twice a week webinar series.  We called out to all of our friends and the US with professionals in the field and we called some of our families.  the national Center to help continue to support and educate providers and families during that time.  That was a great ‑‑ it takes a wealth of resources to be able to do that and make sure they were made accessible.  We had conversations with exams and those changes came about because the deafblind projects that no one will know we were part of those conversations.  North Carolina was part of that.

>>:   I was going to say to piggyback on what was said and the goal is that we have hours of recordings for families to share that we watch come and share with other family members, siblings, whoever we want that to be.  

>>:   We are in the process because we want to clean captioning and want interpreting and that is a process.  We would love to share this with you as well.

>>:   There are some videos that is called southeast training, southeast deafblind training videos on YouTube.  We are trying to get 75 or some odd different trainings we did trying to get them on there.  We are trying to make sure everything is accessible for everyone.

One thing the project ‑‑ one thing we try to do is we try to get families to make a little family video that they could share with providers and put it into a video story.  I think sometimes when we get paperwork on children we say where am I going to start.  This is part of my family.  and these are the great things we did together in a short video.  If you give it to those who are working with them, it really changes their mindset.  I am not saying that because I did a study on it and it did show a change.  It really does change how they view your child.

>>:   The level of connection nationally with state deafblind programs is also a huge benefit and a brag.  These people in this room, we did not get on Zoom and say we know each other really well.  If one state has challenges and weaknesses, we know in other states that has them and the opportunity to connect with some of those strengths is good.

>>:   If you have specifics in terms of those examples, tell us and we can put our heads together and think about that.  We really do have to talk to states if there are ideas you would like to know about, we can put our heads together and think about that.  Susie's presentation is the importance of touch for young learners will be tomorrow at 10 and then Penny is speaking on Tuesday also at 10 or at 940, and then Jana is speaking on Tuesday also.  There is a lot.  There is so much, so look into that.

>>:   Feel free to reach out with any questions.  I do want to highlight this.  In this last video, I just went to talk about why do we do what we do and we do it where the kids we work with and the families we support.  This audio you will hear from Leo's mom, Lisa and we are so hateful.  Emma and I did a webinar in November talking about identification and collaborations and it was great because we got to talk, and we had Lisa who spoke and also with the Tennessee EHDI coordinator who also presented and we were so grateful to be able to do that.  That video is recorded and up on the website.  We just want to leave you with this clip and here is a picture of.

>>:   .  There is a picture of him lying in the NICU.  He is a twin and has a sister, but this is.

>>:   At about three years old reaching for bubbles and he has his glasses and his hearing aid in.  We know that is always a challenge to keep those hearing aids in and the glasses on.  That is the link to the lunch and learn.  Lisa will talk a little bit.  She is going to talk a little bit about how we met.  How are EHDI was doing a care project conference in Tennessee, and she came to the conference, and we were there and that is how we met.  Just the collaborations that were there.

We will play this, but if you do have to go, we will not be offended.

>>:   I want to make a brief announcement, please do your evaluations after this session and another public service announcement, drink lots of water while you are here as altitude is a real thing.   

(Video Playing)

>>:   We appreciate you saying and listening, and your feedback would be great.   
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