CVI Parent Advocacy with Rebecca Davis
RACHEL BENNETT: Welcome, everyone to CVI Now's live virtual event. Today, we'll focus on CVI parent advocacy, navigating all of those systematic barriers and thinking about how we set goals and priorities for our kids and for us. If you're with us on our CVI Now parent group, drop a hello in the comments. We're so glad you're with us. 
I'm Rachel Bennett, the assistant director for CVI Now and Parent Advocacy and Support here at the CVI Center at Perkins, and I'm a parent to Henry, who has CVI and other disabilities. I am so excited that we have Rebecca Davis with us. She is just the best. She is the director of transition projects at the Federation for Children with Special Needs and a CVI parent herself. 
Her work with nonprofits over the last decade has been a labor of love, beginning with co-founding Visually Impaired Preschool Services, in Indiana, VIPS Indiana, to better support her daughter and other children with disabilities. She obtained advocacy training through Partners of Policymaking. Rebecca has been invited presenter at local and national conferences and a vocal advocate for families of children with vision loss and multiple disabilities. 
Rebecca will present for about an hour, and then we'll open up for a Q&A. Feel free to post comments or questions as they come during her presentation. All right, Rebecca, you ready? 
REBECCA DAVIS: I am. Thank you so much. And you can hear me? 
RACHEL BENNETT: I can hear you. 
REBECCA DAVIS: OK, fantastic. OK. Hi. Good afternoon. It's noon, so I can say that. Yes, my name is Rebecca Davis, and I am Eliza's Mom. That's who I am, first and foremost. So that's my title today. 
And Rachel was kind enough to invite me to come speak. And we had talked about maybe what we could talk about. And then I said, well, could I just talk as a mom, first and foremost, and then we'll see what comes of it? And she said, yes. And that was very nice of her. 
So if you are a CVI parent, if you are a professional, if you are a youth or an adult, welcome. Thank you for checking in, and we'll get started. 
So this is my presentation today. I always love the chance to get to talk to parents, and I feel like that's how we learn. I always learn something when I walk away from talking to parents. And I just feel like that's how we can keep ourselves grounded and give ourselves some perspective. 
And someone said this to me, in my advocacy journey, that parents have the loudest voices. And I'm actually going to tell you who it is later. So I've just stolen it and made it the title. So hello. OK? Theoretically, I should be able to-- oh there we go. 
OK, so here I am professionally. I am currently the director of transition projects at the Federation for Children with Special Needs, here in Massachusetts. The Federation is the Parent Training and Information Center for the state of Massachusetts. We are a non-profit. We exist to teach parents how to better advocate. We teach them about special education, laws, and how they can become better advocates, among many other things. And you probably have a Parent Training and Information Center in your state as well, and we'll talk about that. 
Eliza is almost 17. So I've been doing this for 17 years now. There's folks who've been doing it a whole lot longer than me. And any chance I get, I talk to them. I talk to them and try to figure out-- let them teach me. So I'm paying it forward. 
Like Rachel said, I've been a co-presenter at some things just because I feel like it's important to tell our stories. And so any time someone is willing to let me share a podium-- Ellen Mazel has done that in the past, Peg Palmer, other wonderful TVIs. And I have also presented, co-presented, at the American Association for Pediatric Ophthalmology and Strabismus because we've got to get to those doctors, too. 
So here we go. So here are my whys. Becoming a mother changed my course of my career, as maybe it has done for you. It's certainly changed me as a person, and I have become a parent advocate. My daughter Eliza is now 16 years old. That blows my mind. And Anna Katie is 19. So when they ask us sometimes in nonprofits, they'll say, well, what is the why? Why are you doing this? And so here are my whys. 
So if you haven't seen me speak before, if it's been a few years-- because it has-- I've started telling stories at conferences whenever I could, as far back as 10 years ago, different conferences. Because I had this kid. And we actually got a diagnosis of cortical visual impairment because we were living in California at the time. 
But that didn't really do us much good. So I was making this up as I went along. She's a complicated kid. She has several diagnoses. We did therapy straight for four years. 
She never slept except for the time that this picture was taken in the five-second time. And I just wanted to document that because sleep deprivation is against the Geneva Convention. And I just want Eliza to remember that. 
One of the things that one of the early interventionists said to us-- because we had people coming into our house from the time she was maybe four months old on-- and it was still very hard for me. My daughter was the first blind person I had ever met. She behaved like she was completely blind except she would stare at light coming in through the window, or she would stare at a lamp. 
And sometimes, I found myself saying-- because I was sleep deprived and grieving and all the things that you are-- I would say to therapists, is she even in there? And that's a hard thing to admit. But I'm admitting that. She is totally in there. I had to figure out how to reach her, and I had to figure out how to make the world accessible to her. 
And it was a very different landscape environment for parents 16, 17 years ago. And I was looking up books, and I was trying to do research at night. And I was trying to just talk to whomever I could just to try to understand what was going on. 
But it was really unbelievably hard. So I see some of the conversations that are happening now on social media, and I've seen them for years, and I still see parents. And it's hard for me to believe, that even 16 years later, that people are still asking the same questions, or they're still getting the same runaround, or they're getting the same pushback. And that just bothers me to no end. So I feel like any time I can get a chance to tell the story and talk to people to make it better for the families and the kids who are here now and who come after us, I'm all here for that. 
So I wasn't sure what to do with this kid. I loved her more than life. And I had a daughter who was two years older, and we were navigating the world of early intervention. We are navigating the world of trying to find early intervention for a child with vision impairment, which is harder than you might think. 
And then flash forward to now I have the CVI teenager. She has cortical cerebral visual impairment. She's 16. I always say the days lasts forever, and the years fly by. So I have never shown anyone this picture, but I'm sharing it for you today. 
This journey has taken its toll. I want you to look at this picture because I didn't know where my glasses were. So not only was I wearing them, I had an extra pair on my head. 
So when you see a picture of the CVI presenter in her jacket, and you're thinking, wow, she's got it all under control, no, she doesn't. And you probably don't, too, sometimes, and that is totally OK. Parenting is not for sissies; parenting a child with disabilities, definitely not. It takes its toll, but it's totally, totally worth it. I can't believe she's a teenager. That's just boggling my mind. 
So Rachel and I discussed this. She had actually, I think, marketed it that we would talk about transition and post-secondary transition. And we absolutely can. And I can absolutely come back and do that again. We can focus this on here. 
But I really felt strongly that we needed to talk about some of the bigger realities, like the 30,000 eagle eye view of just what the landscape is. And maybe this already, and if you do, great. And if you don't, then maybe I can give you a little heads up. 
I feel like if you understand some pushback you might get, that might save you a little bit of time. And if I can do anything to save you some time in your education journey, then I will feel like my work here today is done. And we'll talk about that. OK? 
So I feel strongly that some of the realities facing families and caregivers, folks who are doing their best to advocate for children with CVI, they're not getting the traction that you need, right? So you might not get it from your school districts. You might not get it from your schools. You might not get it from your state legislators. 
And I'm hoping to give you some context. So I hope that makes sense. It's always good to know where you're standing so you know where to go. 
OK, so I was trying to figure out how to put this together. It's like a piece of a puzzle. And I went back to find the notes from a man I was fortunate enough to meet 11, 12 years ago. His name was Bobby Silverstein. He's a disability rights icon. He was an attorney. Folks call him the behind-the-scenes architect of the Americans with Disabilities Act. 
He was a tremendous consensus builder, the chief of staff for Senator Tom Harkin. He came to talk to us and partners in policymaking when I lived in Indiana, and I bothered him periodically over the next decade. And he was always so generous with his time. 
And when I was looking at my notes from a few years back, I realized he has passed away this past November. And I was just profoundly sorry and saddened to hear that. So I wanted you to know about this man. 
And Rachel has told me that he's been working with Perkins on some advocacy. And I said, well, of course he has. He's done that in his past; but just one of the best men, one of our heroes, totally got it, totally got what was right for our families, and was the most generous and kindest person, one of them that I've ever met. So he will be greatly missed, and he's touched so many lives. We are all standing in a better place because of the work of people like Bobby Silverstein. 
So I went back, and I found some notes about some things he has said to me in emails and phone calls. And he also spoke to a group of CVI moms a few years ago. And these were some of my favorite things. And I have patterned the presentation off of this. 
So I had this on my wall forever, and I took it down last night. But one of the things he taught me is that parent advocates have played a critical role in some of the most far-reaching policy changes affecting education today. He was all about empowering the parents, teaching them to tell their stories, understanding what an elevator speech is, getting into talk to the people who make the decisions. He was the guy who could help you do that, and I valued his advice. 
One of my favorite things he always said was, when you're talking to people-- he's the most pleasant guy of all time. But you're not going to win against him, because he is polite, he's persistent, and he's professional. And he always said, when you are getting ready to go in to talk to somebody, and you're going to introduce them to cortical or cerebral visual impairment, you're talking about changes that you need for your kid, develop an aura of inevitability. And I say that to myself a lot. 
You just talk about it like it's going to happen. You might get pushback, and I'm going to talk to you like, yep, this is going to happen. It might not happen today, but it's eventually going to happen. And I love that phrase, the aura of inevitability. So if I can leave that with you, I think that would be a nice gift from Bobby Silverstein to all of us. 
And then one of the things he said-- and this was sort of why I hijacked this presentation-- you cannot change what you do not know. And so I lurk on the Facebook pages, and I read people's questions. And I think, oh, man, this is probably happening, or maybe this is happening. And I thought, well, maybe we could talk about the broader landscape, the broader perspective, and see if we could give you a little more traction. 
OK, so you're advocating for your child or your students. It can be very isolating, right? You feel like you're out there. Sometimes, you just feel like you're hanging on by your fingernails, and you can't do anything for anybody else. You're just trying to figure out what you can do for your child. I totally get that. We've all been there, and I'm not asking you to make systemic change today. 
I just want you to understand some of the things that we're facing as a group. I'm going to change my notes here. So again, there are lots of common themes. You may be asking yourself, am I doing something wrong? This is just so hard. 
And I'm going to tell you that it just really is that hard. You're probably not doing anything wrong. But it becomes easier when you know what the challenges are. 
OK, so some of the challenges-- and we'll talk about these today-- to finding appropriate educational supports for children with cerebral or cortical visual impairments, I'm going to tell you a little bit about how compliant states are with the Individuals with Disabilities Education Act. We'll also talk about CVI awareness in medical and educational communities. I see that a lot in the comments on some of the Facebook pages. 
We can also talk about how states track students and how getting access to a free and appropriate-- [CLEARS THROAT]-- excuse me-- public education can just seem so difficult. And then once we do that a little bit, we can talk about, how do we face the challenges together to find some solutions? 
So IDEA Compliance, I'm sure if you're watching this webinar or your Facebook Live, you know what IDEA is. It's the Individuals with Disabilities Education Act. It's the federal law mandating a Free and Appropriate Public Education, or FAPE. If you don't know FAPE, get to know FAPE, because it's a useful phrase. It's for children with documented disabilities who have an Individualized Education Program. 
There are six foundational principles of IDEA. We're not going to talk about all of them, and there won't be a quiz later. But I just wanted to show you that these are the foundational principles. But the two I'm going to talk about today is FAPE and then your full participation in decision making. That's really important. 
It's written into IDEA, that you are there to sit at the table and that your voice is as important as anybody else's voice on the IEP team. Excuse me just a moment. Thank you. So I found this out this year, and I have just really wanted to tell people. 
IDEA has been federal law for nearly 47 years, or for 47 years, almost 50 years. Think about that. I was doing some research on it. It has never been fully funded by the federal government. This past year, there was actually a recent increase in funding of 20%, which is-- it's progress in the right direction. 
So 40% of IDEA spending was supposed to be covered by the federal government, and then the rest would be given to states. But when it's not completely federally funded, that leaves the states-- they have to decide how to and whether to fund. And that could be some of the things you're running up against when you are talking to school districts. 
Now, it's still federal law, and they're mandated to give these services. But when funding is an issue, nobody's going to sit at your IEP table and tell you that. But it's something that you can be aware of. 
So I think it's every three years, the US Department of Education issues determination letters to states and to US territories. And the newest determination letters came out in February of 2022. And so what happens is the states, they send in their information about what they're doing under part B. IDEA, Part B handles the students who are ages 3 to 21, and Part C handles the kids who are birth to 3. 
So the states put together all their data, and they send it in to the Department of Education. And then the Department looks at this data, and then they issue determination letters. They might send the letters back and say, hey, you meet your requirements. Great job. They might say, you need some work, you need some support, that kind of thing. 
So when these letters came out in February of 2022, 22 states met the requirements. They were compliant for IDEA under Part B. So that would be preschool all the way up to transition age, to the age of 21. And 30 states met the requirements under Part C, which is early intervention. 
So at the OSEP conference, the Office of Special Education Programs-- they have a conference every year-- the US Secretary of Education Miguel Cardona said in his speech, "almost 50 years later, we still-- at best-- only have half the states meeting the basic requirements of IDEA." And that's something you can find out. We can send you the link, if you want to look it up. You can find out how your state is doing according to IDEA. And I always think that's useful information, to know where your state ranks and to understand where the money goes. Because all of those big decisions filter down to the school districts. 
Also, at the OSEP conference, Secretary Cardona did say-- and I loved it that he said this-- that the law is the baseline. IDEA is supposed to be just the baseline, not the gold standard, right? It's the Honda, right? It's not the-- well, whatever a fancy car is. I don't know. I'm not going to say a hybrid electric car. I'm just not going to do that. 
So if they're not even giving us the baseline, and this is all of special education, that the state of special education is really in a bit of a crisis right now. But things are turning around, and it is good to know, right? So you know, going into your IEP meeting, what some of the decisions-- why some of the decisions are being made so you can better argue for them or against them. 
So just a question-- I'm just curious. Does anyone know what is a low incidence population? Rachel, you probably do. Any feedback? 
RACHEL BENNETT: I'm looking. Not quite yet. 
REBECCA DAVIS: OK, that's OK. So this is a phrase you might run into when you are talking to-- if you just choose to go talk to your school district or your state administrator. I remember the first time I heard it. I think I was in the office at the state house in Indiana, and I had to go home and look it up, what a low incidence population is. Because they were referring to my kid as being part of a low incidence population. 
There was another great leader in the field of educating blind children. He started in the '70s in California. He ended up at the Texas School for the Blind and Visually Impaired. His name was Phil Hatlen, and he was really a progressive leader and educator in educating children with visual impairments. 
He developed this phrase "low incidence" because funding-- people were starting to play with the funding for visually impaired children. And he wanted to make sure that there would be funding available for these kids who really learned differently than typically sighted kids. So they really needed individualized education supports. They really needed the specific specialized materials just to have access to their education. 
So in his state, they started to use that low incidence. And they would put in low incidence funding to make sure that the students who had visual impairments, the funding was available to teach them. Now, what I have found over time is that today, if you are talking to uninformed special education administrators, if you're talking to state legislators who've never met a blind person, they hear low incidence, and it's almost like you can-- this is just my perspective. But you see their eyes glaze over because they realize, oh, it's not a big population. 
So they're not going to be loud, and they're not going to be vocal about changing things. So I don't really have to worry about it. That is a concerning thing to me, and that's something that I try to tell people about when-- especially, when I'm talking to someone who doesn't understand about the importance of individualized education for students with visual impairments and the fact that cortical cerebral visual impairment is even a separate little population in the broader community of visually impaired children. 
I want them to know that you might say low incidence, but when it's your child, it's the most important thing. Or if I know how many kids who are visually impaired in your state, and I put them all in your state house, or I put them all in your office, it wouldn't feel like a low incidence population. So it's just kind of a way. Sometimes you can read people. And if they don't really know the community, if they don't really know the specialized needs of kids with visual impairment, I find that sometimes, low incidence can make them just think that this conversation is over. 
So this past year, at the OSEP conference. One of the keynote speakers said something that I wish I had come up with, and if I ever have a tattoo, it's going to be my first tattoo. He said-- and it was Dr. Larry Wexler, who is-- he's a doctor in education. He is the OSEP director of the Research to Practice Program, and he was talking about-- maybe it was year before last. 
I don't know if you guys remember, but there was a Paralympian who was a swimmer. And the Paralympics wouldn't let her go to Japan with her mom as her PCA. She was deaf blind, and she couldn't go, because they wouldn't let her PCA go. And I was outraged. 
And he was supposed to be the keynote speaker that day. And before he started with his speech, he told that story. And he said I cannot believe that in this day and age, that we're still having to fight these fights. And I wrote this down-- he said low incidence does not mean low priority. So that's another thing. Take that with you, right? 
If you feel like you're getting pushback, this is your phrase. "Low incidence does not mean low priority." And you can always say, what would you want if it was your child? Right? If the shoe was on the other foot, and the administrator was the parent, and you were the administrator, wouldn't they be arguing for the same thing? I think so. 
And so I had made a slide years and years ago before I heard this low incidence does not mean low priority. It's not my favorite phrase. And I just put Eliza in there because I just get so irritated by people's response sometimes to the word "low incidence." So just low incidence does not mean low priority, so there. 
OK, so moving forward, what are some of the other challenges? And there's some of them. There's lots. We know that, but we'll hit a couple-- lack of awareness, lack of awareness by teachers, sometimes lack of awareness from support staff, administrators, and doctors, and families, right? 
Here's the deal. You're going to very likely have to teach school staff about CVI. A lot of us have been doing it for years to the best of our ability. Sometimes, we're not great at it. And should it really be our job? I don't know. 
But you are going to be in the position where you're advocating for the very specialized needs of your child to have access to a free and appropriate public education. And it's just the way it is. The great thing about this challenge is that today, you have so many more resources than you ever have before. 
You have communities on Facebook, where you can ask people questions in real time. You have a tremendous resource in Rachel. You have Start Seeing CVI, with Brenda. You have the APH. You have Perkins. 
There are people who have been studying this now for years, and you're really starting to get some traction in terms of what's available out there. You might be having difficulties getting traction in your local school district, but you have the resources that you can bring in. And they're starting to get the research to back it to start to make the changes. Is it hard? Absolutely. Is it worth it? Absolutely. 
And here's another thing that I realized in trying to figure out how to get my child a specialized education that she had access to. We've moved around a lot, so I've experienced special education and the education of children with visual impairment in five or six different states, not on purpose. It's just how it worked out. And what I've come to figure out is that you can do this. 
And if you find team members who are curious, and who have honest affection for your child, and who listen, then you can absolutely build a team that will be fantastic for your child. So I want you to leave this with a sense of hope because I think that if you are struggling to find providers who know as much as you'd like them to know about CVI, but you have a teacher who really wants to learn more and is willing to take some classes through CVI Now or Perkins or who are willing to watch the webinars, and you can go in and meet with them on a regular basis, once a month or something, and see how things are working, you can absolutely build a team that will teach your child in the way that he or she can learn. Yeah, you can do that. I have absolute faith. 
So another thing about lack of awareness, I saw this on some of the posts recently. And it does kind of hurt your heart, is that sometimes we don't have a lot of awareness in our families. We just came out of the holidays, and it is hard to have a kid with multiple diagnoses maybe, cortical or cerebral visual impairment. You're taking them out of their routine, and they might have to go spend the night at somebody else's house and hang out with their cousins or not hanging out with their cousins. And maybe they get gifts that are not appropriate for them. And it can very much hurt your heart. 
And I don't think anybody-- I can't speak for anybody else. It is hard when your child gets a gift or has a meltdown in someone else's house. It is. It's just hard. There's not really something you can do to fix it. 
I think over time, you learn what you can do and what's best for you and your child. But it's a work in progress. This whole thing is a work in progress. 
So another thing, another challenge, is who's counting the kids. Oh, wait. Hang on. Lack of awareness, I need to go back. Regarding doctors, ophthalmologists-- oh, here we go. Teachers and school staff-- I just wanted to share this with you because I have moved around a lot, and I wanted to share some of the quotes that I have actually heard to my face over the years. 
There was a TVI in Indiana. When I told her about cortical cerebral visual impairment and the accommodations we needed, she looked for a second and said, oh, yeah, I had a kid like that 20 years ago. That instilled a lot of confidence in me. 
I had a lovely special educator in Florida in 2015 who admitted to me after about six months that "I don't know what to do with her." and then I had a special education administrator in Virginia, where we were going to a lot of meetings, a lot of IEP meetings, and I was really pushing for them to get trained and their staff to get trained on cortical cerebral visual impairment and the accommodations. And she just got very frustrated with me and said, I know, I know, it's high contrast. Yep, you can't make this stuff up. 
And then also, there's a lack of awareness in the medical community. You probably know this if you have a child, and you're watching me right now. Here are some of the things that I have I have heard. When we got our diagnosis, when Eliza was just about one year old, we were told, she has this diagnosis. It's CVI, but there's nothing you can do. Take her home and treat her like a blind child. It might get better. It might not. 
That was a really hard thing to hear. And I don't take directions like that very well. And I didn't go home and just hope it got better. I did research, and I found Dr. Roman's book. And we started going to conferences. And a year later, when we took her back, this same doctor said, I don't know what you've been doing, but keep it up because her vision has improved more than I ever thought it would-- anecdotal evidence, but it's what happened to us. 
I did a resource table for the Pediatric CVI Society in 2018, in DC, and Rachel came with me. And it was fascinating because you would get these ophthalmologists who would come up to the table to see what resources we had. And this was before CVI Now had gotten started. 
And I wrote down the things that they said because they were really candid about saying, I see these kids all the time in my office, and I don't know where to send them, and I don't know what to tell the families. And I thought, wow, no doctor would ever tell me that if I was sitting in their office. But they're telling me this because I'm sitting at a resource table-- so something for you to be aware of, especially really expert doctors, ophthalmologists, neuro-ophthalmologists-- hopefully, the ophthalmologists get it now. 
But if they can't fix it, they don't know what to do. And they just will just maybe not even give you the diagnosis, or tell you to wait and see, like we got. So one thing you can always say to a doctor or an ophthalmologist is that if you suspect it, let's just go ahead and give me the diagnosis because I can get educational supports with it, right? I don't expect you to fix it, but if you can recognize it, you're really going to help me get what my child needs in school. 
Something I heard recently, just this past week, was an ophthalmologist in Massachusetts, it's a mom who I work with, had just learned that her daughter has this diagnosis of CVI as with other her other diagnoses. And she was talking to the ophthalmologist about what she can do to make accommodations for her daughter in school. And the ophthalmologist said, oh, nothing. You don't have to do anything. It's just the latest new diagnosis. 
Which kind of stunned me. But then I thought, well, I'm not that surprised. Because any time you start to get a little momentum, there's always going to be pushback. So when you go in, and you are concerned, and you ask a lot of questions, you might hear things like this. Or you might get an attitude of like, why are you worrying about this? It's not that big a deal. 
Fortunately, now you have resources like CVI Now, like the social media and your CVI parent community, where you can get feedback from them, from us, saying, no, you're pretty spot on here. If your gut's telling you this, then maybe you need to get a second opinion. Is there anyone else who wants to share something really wonderful that they've heard by a teacher or school staff or a doctor? And if not, that's OK. 
RACHEL BENNETT: This is Rachel. There's always a little bit of a delay on the live. But what was shared to me, I can give an example. When I asked about what are some assessments-- or the learning media assessments for Henry to start reading in, and they were just like, oh, we're not going to give the LMA until he actually starts reading. I'm like, oh, what is happening? It was just like just no understanding of how profound assessments can really help our kids access their education. 
REBECCA DAVIS: Right. 
RACHEL BENNETT: And yeah, I heard it all from the doctors. Finally, when I came in, they never diagnosed it. Finally, when I came in, I'm like, he has CVI. And they're like, oh, he's such a complex profile. I'm like, no, he's textbook. He shows all the signs. 
REBECCA DAVIS: Right. Right. Once you know what that is, yeah-- and then you could have to take the textbook to them and say, next time-- 
RACHEL BENNETT: That's it. 
REBECCA DAVIS: --tell them what it-- right, exactly. Just do this. 
RACHEL BENNETT: Right. 
REBECCA DAVIS: And I know if there are people watching, and we were all sitting around having a cup of coffee, I know we would share stories until the end of time. But I know if you have them-- 
RACHEL BENNETT: There's some coming in. 
REBECCA DAVIS: --know that you are not alone. 
RACHEL BENNETT: Yeah, there's a few come in. One parent said, put your money towards an apartment attached to your home so he has care for the rest of your life. 
REBECCA DAVIS: Nice. 
RACHEL BENNETT: Wow. 
REBECCA DAVIS: That is some pretty forward thinking right there. Holy cow. 
RACHEL BENNETT: Let's see, what's next. TVI doesn't need to make accommodations to literacy materials. Yeah, Laura, I get the same things, too, on that one. 
REBECCA DAVIS: Right. 
RACHEL BENNETT: There are some like, we're not reading teachers, . I'm like, but you teach people Braille, right? You're teaching people how to access reading in lots of different ways. Another one, "I was told by a developmental pediatrician that they don't believe a CVI diagnosis. The doctor just didn't understand how autistic she is. Oh, yeah. 
REBECCA DAVIS: Oh my gosh, right? 
RACHEL BENNETT: The misdiagnoses. Oh yeah, I mean, for Henry, his developmental pediatrician was really getting to think about medication for severe ADHD and mood disorder even before we even found CVI. And then another one, "he can read. His fluency is great regardless that his comprehension is nonexistent. Right. Yeah, people with CVI can read. And so therefore, people think that they're not on the blindness spectrum, or they don't have CVI, because they can read print. 
REBECCA DAVIS: Right. And then I've heard people talk about the behavior diagnosis that the kids start to get because they don't understand the CVI situation. And that just hurts my heart. So I just always-- I want other parents to know that we're all hearing something like that and that you're not alone. And sometimes, that can be a little bit of solace. It shouldn't be like that. 
But you keep telling your stories, and you keep talking to other parents. And at some point, you'll be talking to a parent who's coming up behind you and sharing with them the same information. But fortunately, or hopefully, we will have made it a lot better by then. So thank you. I want to move forward. 
And so like we talked about just briefly, it's not just ophthalmologists, right? So any time you can get a chance to talk to pediatricians or your developmental pediatric folks, if there's CVI Now stuff you could take, if there's APH stuff you could take, put it in their hands, right? Give it to the staff because you are going to be making things better. This is a grassroots push to make life a little bit better for the other families. And we're training the staffs as we go along. 
And sometimes, you will find, that if you don't get a diagnosis-- if you're in a state where it's hard for you to find a doctor who understands CVI, that you may have to go someplace else to find maybe a neuro ophthalmologist. That's a thing. That's a really highly specialized different version of an ophthalmologist, but you might have more luck there. So get in your car and drive. 
OK, so another partner to the challenges is Who's Counting the Kids? The way this is set up, it's we have 50 different states. And you have 50-plus different systems of how states choose to deal with their visually impaired children and then ultimately, their visually impaired adults. 
Now, there are some bright spots, and I'll talk about them. But the National Deaf Blind Center and Registry are starting to-- not starting. They have been keeping track of our kids with cortical cerebral visual impairment. We'll talk about them more later. But have hope. 
One thing we did in Indiana was I realized that-- we were pushing for early intervention, and they didn't have any. They had one teacher for 300, 400 children. And so you could guess how much support the families got. The teacher was amazing, but nobody can do much when your caseload is more than 300 children. 
So I started to go through the policies and the laws in Indiana to find out who is supposed to be counting these kids? And we found a way to make some adjustments and to push for the pediatricians to have to, if they suspect vision loss, or the optometrist, or if anybody suspects the vision loss, that they would have to start paying more attention and counting that. Also, we started doing services for youth, little babies, with visual impairments. 
And so we were anecdotally picking up. We were getting these referrals. So the state didn't know how many there were, but we did. So it's not a perfect system. Your state's not going to be a perfect system. These are good questions to ask. 
One thing I've discovered recently, we've lived it, but I heard a presentation about this. And I think it's really important. Students with CVI often have other diagnoses. IEPs have the magic Multiple Disabilities category. So a lot of times, our kids with visual impairment, they get lumped in that box. 
And if that's the case, then the visual impairment might not be registered at all. It might not go anywhere so anybody can count how many kids are. And if you don't count them, if nobody's counting them, there's not going to be any funding for them. 
You can go, and you can talk to your legislator and tell them all about your sweet kid and show them your lovely daughter. But they're going to look on paper and say, well man, there's only eight of them. You know what? I don't have to deal with that. 
So when you have the Multiple Disabilities category, make sure that you make a note on your IEP that you want to make sure that the visual impairments are documented. Because that's at least something that we can do. And we can't change how IEPs are written today, but we can certainly say to our team, I want to make sure that this gets registered. I want people to know that this kid exists, that this kid has these diagnoses, because their education is important. And unless we're counting them, then we don't know what they need. 
And then I was going to put you on the spot, Rachel, because I think you've had a win with the counting. Do you want to talk about that? She's probably-- 
RACHEL BENNETT: Are you talking about NEI? 
REBECCA DAVIS: Yes. 
RACHEL BENNETT: Yeah. Well, it was the whole community, so what happens when we come together as a collective, that we can actually shift change. So the National Eye Institute, who is part of NIH, came out with a request for information cut a few years ago now because they're building-- 
REBECCA DAVIS: And what's NIH, in case nobody knows? 
RACHEL BENNETT: The National Institutes for Health. And so the National Eye Institute sits in that, right? And this is federally funded. They drive research. It's a big deal. And spoiler alert, I took Henry three years in a row to NEI, because we were living in Maryland at the time, and they missed CVI. So they also needed CVI on their radar. 
But they put out a request for information to help them inform their strategic plan and what their research priorities should be. Well, this is what happens when the medical community, the education and parent community, all come together. And we all wrote in, CVI, CVI, CVI. So the outcome of that was that 2/3 of the responses were about CVI. So it was the number one thing that came out, which is a big deal, and so-- 
REBECCA DAVIS: It is? 
RACHEL BENNETT: --a huge deal. So this is what happens. So they created working groups after that. CVI was a big focus. Leading researchers are part of-- CVI researchers are part of those focus groups. Then they actually published their plan, and CVI was all over it. 
Dr. Michael Chiang, who's the leader of NEI, the director of National Eye Institute, he's a pediatric ophthalmologist. He even said in presentations, I've seen these kids with CVI. I didn't know what to do. But-- 
REBECCA DAVIS: Yes, right? OK. 
RACHEL BENNETT: Which I appreciate him saying that. And he's actually doing something. And so he presents at the CVI conference. I've seen him present other places about the NEI strategic plan. And there are multiple slides on CVI, huge deal. It's a big effect. 
And so they've created new initiatives that are going to hopefully help capture the data around our kids and CVI. That's still in the works, but it is on their radar, and they're doing something. So this is how communities-- 
REBECCA DAVIS: That is huge. 
RACHEL BENNETT: --come together. We've got to take advantage of our communities, yeah. 
REBECCA DAVIS: That's right. But I wanted people to know-- I feel like sometimes, if what I'm saying is-- I just want people to know it is hard, but it's possible. And it is possible when we do this together. But that was huge. And that's going to build momentum. 

REBECCA DAVIS: In five years, it's going to be a completely different landscape. 
RACHEL BENNETT: Right. 
REBECCA DAVIS: And we will have helped families that we will never meet. And I think that that's absolutely wonderful. So bravo, Rachel. 
RACHEL BENNETT: And bravo to you, too. We all did it together. We all did it together. 
REBECCA DAVIS: Bravo to us. We wrote emails. 
RACHEL BENNETT: Well, it just shows the power. If it's a research priority, then more and more people are going to be able to easily get funding for CVI. So there's going to be a lot more research and focus on our kids, which is going to drive diagnosis, right? You finally get a diagnostic code. With increased diagnoses, it's going to push school systems to actually figure out how to serve our kids and get what they need. So it's this whole cycle that we need to really jumpstart. 
REBECCA DAVIS: Absolutely. And I know that there are parents who've had people say, like, CVI is not really a thing. Because I think I had to have ... Every time we moved somewhere, I swear the first nine months of my new time in a new state would be trying to convince people that CVI was even a thing. And that's-- 
RACHEL BENNETT: We're so far behind. 
REBECCA DAVIS: --really painful. Yeah, exactly. So maybe we never have to do that before. And when there's research, then legislators can't say, "well, oh, oh, there's no research. We can't fund anything." Oh, but there is now. So it is coming. 
RACHEL BENNETT: I hope so. 
REBECCA DAVIS: That's wonderful. 
RACHEL BENNETT: --and from diverse voices across the globe. So yeah, people might be saying, CVI is not real. And it's like, oh, that's cute. Look at the CVI research on CVI Now. 
[LAUGHING] 
Look what you can do now, right? OK, we'll get back to you. 
REBECCA DAVIS: Right. Oh, that's cute. I love that. That's going to be my phrase. That's so cute. I'm going to say that in my next IEP meeting. 
Oh, OK, so another challenge, I see it when you're talking on the Facebook Lives. I've heard it from you. I've lived it. Where are the trained, experienced educators? I've done presentations like this for several years. And some of these slides, sadly, I didn't have to change too much. So we still have work to do. And I know you have all the time in the world to do it. Yeah, I get that. Sorry. I knew how that sounded. 
So where are the teachers and teachers of the visually impaired who know how to work with the child with CVI? If something in your gut is not feeling right, then you're probably not wrong. Many teachers of the visually impaired have not been trained to work with children with a brain-based visual impairment. They've not been trained up on cerebral cortical visual impairment. 
Especially teachers who've been around for a long time, they were trained on ocular visual impairment. This whole brain-based stuff is kind of new. And you have generations of teachers of the visually impaired who've been around for a long time-- wonderful professionals, dedicated folks. But some of them are maybe close to retirement. There's been mass retirements over the past, gosh, 10 years. 
So I do think that there are incentives to try to get more people to become TVIs. I was halfway through the TVI program at UMass Boston before I started working at the Federation. Because I thought, if I don't do advocacy, I'm going to become a TVI. There are shortages, so know that. And we'll talk about that in a second. 
Teacher training programs in the past have resisted adding information and resources about CVI to their programs. They say they have they have to get a certain number of students out in a certain amount of time. There's only so many hours they can expect them to do. 
These are things where we as a parent community can come together and say, hold the phone. We might have to do some changes here. So this is a place where we could really do some advocacy work. 
We talked about there's the lack of awareness all over the place, but also, in the special education community. A lot of times, even your special education administrators, they may not even have a background in special education. If you felt like doing it, you could ask your special education administrator what they taught before they became a special education administrator or director. 
In some places, you might be surprised to find out they had never taught special education at all. I'd hope that's not the case. I've heard that it has happened before. And I just want you to know that is a possibility. 
National shortages-- we talked about the state of special education right now. Only half of the states are even compliant with the baseline. So there are also shortages. And COVID, right? School staff, support staff-- it's OK. We know what we're dealing with. And if you know what to advocate for, and you do it with an aura of inevitability, you will create change. 
You will move mountains for your kid. There's no doubt in my mind. We're doing so much better today because there have been moms and dads and professionals and advocates before us who have gotten us to this point. So we are part of this journey, and we will do this together. 
OK, right, so more than enough challenges for one presentation-- so what can we do? Let's talk about that briefly. OK, so remember we talked about IDEA and the six principles, and one of them was the full participation of the parents, parents as full participants. At the Federation, in my advocacy work, we talk about, you have a seat at your child's IEP table. 
When you get to transition age, so does your child. But you are as an equal member of that IEP team. Your voice is an equal voice at that table. And it's written into IDEA that you as a parent have full participation in this process. 
I really suggest that you ask questions, professionally, politely, and persistently. If you find that they can find you a teacher of the visually impaired, ask them, how long have you been a TVI? How many students are on your caseload? 
If you hear someone say 40 or 50, that might be a red flag. How many schools do you serve? They're often itinerant teachers, so if they're serving 20 students or something, if you think that caseload is too much for them to provide the services that your child needs for support, you can say that. 
Because your child is going to need a lot of training. The TVI is going to have to provide that, or someone's going to have to provide it to the staff. There might be direct consult, and there might be direct time with the kid. 
So you can ask all of these questions. Get granular. You're going to see my kid, and for how long? And what does that mean? And what are you going to work on that day? And is it going to be the same time every day, or are you going to be able to do it throughout the week so you can see how the kid is learning at different times in the day? 
Just think about the questions ahead of time. We do suggest, with an IEP, they sometimes usually only run about an hour, maybe 90 minutes. And you're not going to get every question asked, especially when you have a complicated kid. So we recommend that you have maybe three questions, maybe four, that you go in, and you think, OK, I want to get these answered. 
And you can always call another meeting, right? If you've got complicated kids, and you don't understand something, then say, we've got to do this again because I didn't get this answered. And they have the obligation to help you understand, and to answer your questions, and to provide your child a free and appropriate public education. 
So you can also ask the teachers, what is their training in teaching students with CVI? Because we talked about you might get a teacher of the visually impaired who is an incredible professional, but who maybe hasn't done a lot of training in CVI. And I would ask, what coursework have you completed? What webinars have you watched? How many kids with CVI have you worked with? 
I don't mean that went to a conference eight years ago, or you've been to a few conferences. That doesn't count. I need to know that you've worked with the kids, that you have a plan. And if you don't, then the school district owes you somebody who can get you that. 
You can ask the special education administration, who's teaching my child? If it's a special educator, is the teacher licensed? That's a legitimate question. There are staff shortages. In some states, people are working on emergency licenses. That's a legitimate question. 
How long has the teacher been teaching? Legitimate questions. If you are having accommodations put in throughout the day, who's going to train the teacher and the support staff? I highly recommend that you frontload stuff, the time. Say, I really want the people training them to come in at the beginning, like maybe three times a week, for two weeks, or three weeks, to train them and then check them. And then you can fade out the supports as the semester goes on. 
But if you just do once a week for the semester, then it's going to take longer for them to get trained up. And I think the child may lose some educational opportunities-- just my opinion. 
OK, who's going to do the CVI evaluation, and which evaluation are they going to do? Because I think there are a few now. What are their qualifications to do that? Who will be doing my AAC evaluation? And you can ask the same question about then. That's Augmentative Alternative Communication. 
If it's a device, if your child requires a device, who's going to do that evaluation? How long have they been doing it? These are legitimate questions. And if you are concerned, then you can have this conversation with your IEP team. And you can ask them the big question, how will my child have access, have access to a free and appropriate public education? 
So here's the deal. Here's the thing. And we keep repeating FAPE because this is the key to everything. Our kids are not incidental learners. They can't walk into a room and just with a glance, understand up and down, and in and out, and color. And if there's a hole in the floor, and if there's a tire in the corner, all this information you get when you're typically sighted just in a glance. Our children don't get that. 
So they need to be taught very specifically in the way that they can learn. That's what this is about. We are advocating for their quality of life. We are advocating for them to have access to the education that can help them be as independent as possible and to give them a voice. 
So this is not new. If you've seen these presentations before-- and I got this from Julie Durando from the Virginia Deaf Blind Project. She's now at the National Center on Deaf-Blindness. What we're asking for is not extra. And don't you let anybody make you feel like it is. What you're asking for is access, is access to a free and appropriate public education for your child, the education that they are entitled to. It is their right under the Individuals with Disabilities Education Act. 
Don't accept these answers. So if you're talking about accommodations, and I hear people or I see people type in things, and they say, the school district says they can't find any teachers of the visually impaired; they can't find any orientation mobility specialists; Oh, well. That's not an answer. Your child is entitled to these services. 
They need to find somebody. They need to pay them more. That's not our problem. They need to find them. I know it's difficult. I know there's a shortage of staff. But your issue is to advocate for your child. 
If anybody tries to say, we don't have the staff available, or it's too expensive, or it's not in the budget, nope. They owe you FAPE. They owe your child FAPE. Don't accept these answers. 
Connect with the CVI community resources. Again, where we are now is so much further than where we've ever been before. It's a great time to be advocating. Is it still hard? Absolutely. But you have people that you can talk to now in real time. 
If you live in Idaho, you can talk to someone in Hawaii. You can talk to someone in Iceland. There's CVI Scotland. There's the wonderful resources at CVI Now. There is American Printing House for the Blind. There is so much so much stuff. 
But I really wanted to make sure that you knew today about the National Center on Deaf-Blindness, because I think that there are systems in place today that can help us advocate on a state by state level, that could eventually help us get momentum to advocate nationally. And so I really hope that you would consider, that if you have a child with CVI, and you are struggling with how to get accommodations for your child, that you ask, or you do your research, and you find out who your state deaf-blind project staff is, and you reach out to them. 
I saw a presentation from them recently at the OSEP conference, and it was pretty profound, that they were saying that they have been some of the earliest advocates for kids with cortical cerebral visual impairment. Dr. Roman was working with them. The New England parent-- sorry, deaf-blind centers did a mentorship training years and years ago. They've been laying down this foundation. 
And as a result, all of the state deaf-blind projects have folks who are more versed in how to educate kids with CVI, or they should. So if you're really struggling, and you're having a hard time, find out who the state deaf-blind project folks are. Now, something that they would say to you, because they said it in their presentation, was, we need to move beyond the label of deaf-blindness. 
I know you hear me say state deaf-blind project, and you're like, whoa, we don't need. But that's not the issue. Deaf-blindness is not complete blindness. It's not complete deafness. It's a spectrum, just like anything. 
And these are folks who can help you, who you can request for them to come into your school and provide staff training and provide information and teach your staff about what CVI is. We know that a lot of our kids with CVI sometimes have auditory issues. So if you suspect CVI, if you haven't gotten a diagnosis, or if you're not happy with what's going on in school, you can also ask for your state deaf-blind center to do an evaluation of your child. 
And as you do that, you also get on their child count, right? They have a registry. So they're keeping track of these kids. So we need to use this as a system in place. And we can use that information. 
I would also ask you to as well. There's another system in place. So when IDEA was started, it started from Massachusetts special ed law. There were a group of moms and dads in Massachusetts 50 years ago who had the first special education law passed. That law was taken to DC, and it became the foundation, or the core, for the Individuals with Disabilities Education Act. 
And these parents were so forward thinking, that they realized that as soon as we get a special education law, that's not going to fix everything. It's just going to be more laws that we have to teach people about, and we're going to have to teach them to advocate. So as they pushed for this special ed law to come into place, they also pushed for parent information and training centers. 
They're nonprofits, completely free, some of the resources. Maybe some are not, but most of our resources are completely free. You can call, and you can get one-on-one information. You can get resources and information, the most updated and current information we can provide you. 
There are trainings on how to handle your IEP. You can ask questions. If we don't have the answer, we will do our best to find it for you. And you have one in every state and in every US territory, at least one. I think New York has a handful. Some of the bigger states have several. 
So because there is this network in place, they also take data when they get information calls. And I work at the Massachusetts Parent Information and Training Center. So when we get a call, we're always taking information in, and we're counting. We're talking about the disabilities documented of the people who call in. 
So when you call in, if you call in, tell them your child has cortical cerebral visual impairment. And they will put that in their data. And then as we collect the data every year, this is going to come up on the data that they're providing and they're sending it to OSEP. 
So I would ask you as an action item, if you don't mind and you're watching this, if you would find out where your state's center, your state PTIC. And you can find that in the link that I put here, the parentcenter.hub. I don't know why I put CPIR there. It's the Center for Parent Information and Resources, that I didn't put the link there. So I'm sorry. It might be at the end. And if you do that, I would like to know that. And I think Rachel would, too. 
Years and years ago, I started a blog called CVI Momifesto. I haven't been able to get back to it much recently. But I still keep it active, and I do post sometimes. 
But I sure would like to know if you reached out to your Parent Training and Information Center. Because it would be great to be able to have that information if we're ever talking to someone that might be able to make some change for us. So it's an action item, if you're up for that. If you do call them, tell them about CVI, make sure they put that in their data, and then let us know. 
So this can be hard, right? It can be very isolating. But you are not alone. And you have to realize that the mere fact that we're sitting here talking about this, that we're talking about IDEA, is because there were parents 50 years ago who said, no more. I'm not going to have my kid sitting at home while her brother and sister get to go to school because she's in a wheelchair. They just said, no more. 
And I think that we can say that we are at this point. We can say, we're done with this. We're going to make this better. And it's already so much better than it was five years ago. And what is it going to be like in five years? I'm really excited to see. 
So even when you think you aren't being heard, parents have the loudest voices. And again, I did this on purpose, but it's from Dr. Linda McDowell, from the National Center for Deaf-Blindness. They're a tremendous resource, and I highly recommend that you go out and meet your staff in your state. And then let us know. 
What else can you do? You keep building our community. There is a really wonderfully supportive community that Rachel and Perkins have built at CVI Now. You aren't doing anything wrong probably. I don't really know, but you know. It's just this hard. 
Support each other on social media, like you are doing. Advocate, advocate, advocate. Rinse, repeat. Use your voices. Tell your stories. If you can get to your local-- your state's AER conference, where the teachers of the visually impaired go-- it's their conference every year-- and you can co-present and talk about your experience as a CVI parent, do that. And I know it's scary, but your child matters, and your voice matters. Tell your story. 
Get to know your local, state, and national disability community. I can't emphasize that enough. I know you have plenty to do. But the CVI, our little population is a little population within the VI population, within the special ed population. So we're going to have to be really coordinated, really organized, and really loud. 
We can make the changes. We can make it happen. But we're going to have to be really loud. And we're parents. We have the loudest voices. We can totally do that. 
And as I said, things are so much better now than they ever have been. There's a phrase called, change blindness, that sometimes you get discouraged because you don't see that anything has changed. Because you're right up close to something, so you can't even see. 
It's like your kid, your kid was one-year-old. And then you blinked, and now she's 16. See what I'm saying? It's change blindness. So when you feel discouraged, and you feel like you are glass, and you are, am I half full, or am I half empty? And you're trying really hard to be the half full kind of glass. 
I say-- wait for it-- I say, no, no, no, it's the wrong question. You, my friend, are refillable. Not only are you refillable, there are so many more of us now, right? You're not in this alone. When you need to take a break, take a break. Get support. Talk to another parent. 
Love that kid the best you can. Make sure to take the time to let them just be a kid. Learn when you can. Love, love, love. These are such important times. And take care of yourself. 
So there was a time when I was reading everything that I could about Helen Keller because I was really trying to understand how on earth you educate children. This is a long time ago. And the phrase, "a miracle worker" stuck with me. And I realized this is just my turn of phrase. 
But the whole point of this was that Helen Keller had parents who advocated. They said, we're going to get a teacher. And they wouldn't quit. And then they found the right teacher. And that teacher learned how to teach that kid. 
So there was a time when that effort, that effort of finding the right teacher, and that effort of that teacher being dedicated enough to figure out how to teach this young woman, was considered a miracle. And what I always say is that educating our kids-- not a miracle. It's a right. It's a right for every child in America under the Individuals with Disabilities Education Act. Their education is a right. 
The miracles are the children themselves. And what we do for them will be the best thing that we ever do. So I thank you so much for your time. Rachel, I thank you so much for your time. I'm not sure what time it is. But thank you. Thank you. 
RACHEL BENNETT: Oh, thank you. And you know what I remember you wrote about Helen Keller? Is that behind Helen Keller are parents who believed. 
REBECCA DAVIS: That's right. That's it. So the fact that they didn't give up, they said she deserves an education, they found a teacher, that's what we're doing. We're saying, our kids deserve an education. And everybody knows that story. So it's almost like we can use that story as the hook. 
RACHEL BENNETT: As a touchpoint, yeah. Oh my gosh, thank you so much. It's just so nice to be able to sit and listen and to have you really give the landscape, the systematic landscape of where things are at, what's working, what's not working, why this is so hard. It's just really good to remind us of that. 
I mean, it's not fair that it's this hard, but it is this hard. And if we know that it's this hard, like you said, we know when what we need for support, when we need to take breaks, how we can prioritize what we want to fight for, and there's resources out there. So thank you for sharing all those resources. 
There are some questions that have come in as you spoke and some questions that were submitted. Are you ready to get into Q&A? 
REBECCA DAVIS: We sure can, yeah. I appreciate anybody who is listening. I felt like I do ramble a little bit. But I get so excited about this. It's just like you just want to make it better for people. I hate that it's so hard. 
RACHEL BENNETT: Me, too. But you weren't rambling. It was great. It was wonderful. So a question came in about, is anyone questioning how we address the needs of kids who are aging out and will miss the boat, expanding the age of eligibility under IDEA at the federal level? Trying at the state, but it's difficult. 
And I think the followup to this was-- I just want to make sure I capture all the information-- that at least for VIDB eligibility, they have to master two curriculums, the general and the expanded core. 
REBECCA DAVIS: Oh, right, yeah, yeah. Yeah, I'm sure that's something you guys talk about, but that's a great thing to have in your back pocket, when you go in to your IEP meeting. If they're talking about how they're going to educate your kid, is you bring out that expanded core curriculum and say, this is part of FAPE for my kid. 
I know what's happening in Massachusetts right now. And I'm not sure if it's happening in every state. But there have been some coordinated pandemic-related services that, I guess-- maybe it is every state-- the federal government has put out to try to help support some kids who had lost some time during COVID. 
I don't know about that on a federal level, about expanding the time for transition. I do know that there are some parents who take it upon themselves to do things like that. Sometimes, parents go in and talk to people. And they hire lawyers, and things happen for that kid. But then they have to sign a disclosure agreement, and we will never hear about that. 
So I don't know the answer to that question. Depending on what state you're in, you might have access to-- it's called CPR, Coordinated Pandemic Related transition support services. DDS is doing something with it right now. That's the Department of Developmental Services. They're doing groups. 
MRC, Mass Rehab Commission, is doing some things; MCB, Mass Commission for the Blind. They've all been given funding, and they can help serve kids who turned 21 after-- I think it's March 10th of 2020 or before September 1st of 2023. So I don't have a solid answer for that, and I'm sorry. 
RACHEL BENNETT: No, that's-- but it's helpful to know that if Massachusetts is talking about it and trying to coordinate some efforts, maybe others are. And maybe that can also open the door towards-- well, no matter how old your kid was, if they were in the system, they missed a lot during those two years. 
REBECCA DAVIS: Sure. Right. And that's another thing. Depending on which state you're in, you can call your Parent Training and Information Center, and they would be the-- really they'd have the finger on the pulse of what's happening on a state level with that. 
RACHEL BENNETT: Nice. Yeah, and I dropped a link to where you can find your Parent Center, in which state and that information. 
REBECCA DAVIS: Nice. Thank you. 
RACHEL BENNETT: OK, next question, let me see if I can find it. So when you're talking about requesting training for teachers and TVIs, the question was, "Rebecca, are there additional questions to ask about qualification when the district is contracting with a TVI for evaluations and for deaf-blind evaluations?" 
REBECCA DAVIS: Well, you tell me if I'm right, Rachel. Because if it's deaf-blind evaluations, that should be the state deaf-blind project, right? The staff should be from there? 
RACHEL BENNETT: I believe so. But for a district whose contracting with the TVI for evaluations, which I feel is really commonplace these days because of shortage, what are some additional questions we need to ask? 
REBECCA DAVIS: What do you think? I mean, I'd still ask, right? I'd still ask. And I hate-- see, I'm doing this as a mom right now. I don't have my advocate hat on. I'm just talking as a mom. 
I know how hard it is. And I've been in the TVI program, and I know that people are doing the very best they can. And you might get someone who's just come out into the TVI program, and they're wonderful. So I don't mean to say anything about teachers, my favorite people. I've had the most wonderful professionals that we've worked with. 
And we currently have two ladies right now who actually-- I asked them to take training at Perkins and Matt Tietjen's stuff, and they did it. And I was a puddle because I didn't know anybody would ever listen to me. But I still-- my job is to advocate for my kid. So if somebody is coming in, I want to know how long they've been a teacher. 
But they might be awesome, right? So you can't just immediately go, oh, I'm not going to work with you. But ask them so that they know that you're aware. Ask them the caseload question, right? I love that. That's a big one. 
And then say, well, let's check in next week, or let's check in two weeks. Let's check in in a month. I'd really love to see what you're working with so that I can help do this at home. That's what you say, right? 
But that way, you're also keeping an eye on what's happening. So if you find that maybe it's not a good fit, you can start having these conversations. What do you think? 
RACHEL BENNETT: Yeah, no, I absolutely agree. And also, trying to think of ways to ask questions that don't put people on the defensive, I did that wrong. 
REBECCA DAVIS: Absolutely. 
RACHEL BENNETT: Oh, with Henry's TVI in kindergarten, oh my gosh-- but just things like, "tell me about your experience with CVI, with your CVI kids in the past. I want to learn, things like that. 
REBECCA DAVIS: That's it, right. That's it. 
RACHEL BENNETT: Or just, tell me about what the CVI evaluation looks like. What are all the parts? I know you need to talk to me? When should we-- things like that, just to start the conversation and just put them in a position of educating you so they can reveal what they know, right? 
REBECCA DAVIS: Exactly. That's a genius what she said. Do that. I have tried to do that, too. And inevitably, I end up putting-- 
RACHEL BENNETT: It's so hard. 
REBECCA DAVIS: --people off. Because then, inevitably, especially before you had all this research and all this stuff, and there were just two or three things that you could take in, you could see them go, oh, crap, she's got stuff. Oh, man, she's bringing stuff out. And no matter how nice I was, as soon as I start bringing stuff out, they're like, oh, boy, here we go. And that's really-- 
RACHEL BENNETT: On the heels, yeah. 
REBECCA DAVIS: No, really, that's where I said, you can build your own team. If you've got somebody who loves kids and loves their work and wants to learn, you can work with that. I can totally work with that. 
RACHEL BENNETT: Agreed. Agreed. And I think, also, if folks start getting defensive, always go on the rest of that, well, we need a lot of assessment to create this IEP. Because that's what I missed. For some reason, people don't want to do assessments for my kid. And of course, then he didn't get appropriate program. And so I wish I just harped on that. That was a priority. 
REBECCA DAVIS: Yeah, and that's great phrasing. Yeah. 
RACHEL BENNETT: There are a lot of thank you's, and you're so inspiring, and you're amazing. So OK, let me go back to some other questions that were pre-submitted. This is a big question. What can we do to prepare the teachers to follow through with the recommendations that do come out of assessments, that are on the IEP? We can't make anybody do anything. This is something that Monika Jones did. 
REBECCA DAVIS: OK. 
RACHEL BENNETT: But yeah, what do we do? 
REBECCA DAVIS: I read that. I read that question, and it's kept me up at night. Because I can tell you from my personal-- OK, so because I'm just a mom today. So there you go. 
But we were in Virginia, and we were able to get Perkins to come in and do CVI training for staff, Right this was a few years back. So they trained. They put 30 of their staff through the CVI training that was available at the time. And I felt like, whoa, that's a win. 
Now, in my heart, I know that it's still not going to help my kid. But it made me feel better that it's going to help some people down the line. Now, the thing I didn't think about-- and this is what's exhausting-- is that once that was over, it was over. Right? And I couldn't control, nor could the people who were doing the training, they couldn't control how seriously the staff took it, or even if the staff showed up, and then whether or not they did the mentorship afterward, or if there was mentorship afterward. 
So there was so much systematic stuff that I didn't even think about. But again, I don't know that was really my-- I don't know. I don't have an answer for that. So I thought about that, and I thought, these are the questions you can ask, right? 
People take training. But then is there mentorship afterward? And if not, then there should be. And who's going to provide that? And then again, a phrase I love is front load. Right? 
So we want our staffs, we want our teachers, to be trained. And if they're not, we can work with them. We can train them up, because we're all doing it across America, If they're invested. Right? 
Another issue-- school districts are not going to pay for their staff to come in for extra hours. So I don't know. I mean, these are things that we know, right? But you could say to them, for you to provide my kid FAPE, these people have to be trained up. Or we have to find ourselves a CVI program somewhere, and you can send them there. So which one is more expensive? 
RACHEL BENNETT: That's more expensive. Do that. 
REBECCA DAVIS: That's exactly right. So I'm not trying to shrug this off at all. 
RACHEL BENNETT: No, no. 
REBECCA DAVIS: I was thinking that as-- because I really was. This took me back to what we did in Fairfax County. Call your Parent Training and Information Center. Ask them these questions. Because the parent advocates in your state are probably there. And if they can't answer it, they will help you find the answers. 
They might be able to find you some advocates who are pro bono or who might do things on a scale, unless you can pay, or lawyers. Because sadly-- and we talk about this. Rachel, you guys talked about this at the CVI conference. We're blazing a trail, right? 
So everything we do that's a little step forward is wonderful. If you can get training for that staff, that's wonderful. But how are you going to get them to take it seriously? Where is the check-in in a month or two months with a mentor who can check? I think those are completely legitimate questions. 
I didn't know to ask those questions when I did it. So my little win of training up 30 people in Virginia was short-lived a little bit. But I still feel like they got better. They still got the training. But be ready with these questions. 
I work with a wonderful woman at the Federation, and she's just like, get granular. Right? Ask the details. So you're going to do this training? Well, what does that mean? And how many hours? And who's going to grade it? And how do we know that they've even passed? Right? 
And then who's going to follow up with them? Because there should be follow up. You're absolutely right. And that's a really great question. And then whatever you learn, then when the next parent comes along, you tell them what you've learned. And eventually, we'll get something going. 
RACHEL BENNETT: Yeah. Love that. Can you unshare your screen? I just realized I forgot-- 
REBECCA DAVIS: Oh, yeah. 
RACHEL BENNETT: --to ask you in the conversation. But a parent came and said another suggestion would be to-- is data collection is a big one. And I think that's also came into mind as well. This is why the IEP goals are really critical. It's absolutely the goals. 
And you can request data for these goals at any time, I believe, and say, OK, he has his math goal, or we're working on number sense. Can you give me some data that you've collected from the past two weeks about progress? And if they can't, then that's a whole different conversation. Well, what needs to be in place? Do you need to collect more data? Do you need to understand accommodations better? 
REBECCA DAVIS: That's right. And how are you going to collect the data? There are a lot of special ed teachers I have dealt with because I have a nonverbal kid who's anecdotal. I'm going to give you anecdotal evidence. And that's a tough one for me. 
So we have a really lovely team now of ladies. And I, over the past year or so, we check in every month, right? Because Eliza can't tell me what's working well or not working. And still, they do notes for me. But it's still not like I get this, what's happening. I want-- I need more. Right, yes, data collection, absolutely. 
RACHEL BENNETT: But especially for a kids who are nonverbal, who communicate using nontraditional language, the team has to know what those reliable responses are for data collection. And that's a whole conversation. 
REBECCA DAVIS: Right. And that's a great thing. If you're starting it, say, OK, in two weeks, let's look. Right? And if there's an issue, let's have another meeting and talk about why is this-- what's working, what's not working? How can we make this better? Let's meet again in two more weeks. 
You can always ask for another IEP meeting. Some people think it's this once-a-year thing, and then they just get an hour. And then they just walk out, and they go, oh, I didn't ask this. I didn't do that. Ask another one. If things aren't working out, bring donuts. Bring bagels. Have another meeting. 
RACHEL BENNETT: I like that. I really like that. I know, really it should be-- the meeting, there's so much pressure on this one meeting because we feel like this is the only time. And some school districts are better than others in terms of, oh, yeah, we'll just schedule a half hour here to continue talking. So that's good. 

RACHEL BENNETT: Yeah, go ahead. 
REBECCA DAVIS: I was going to say, so we can totally come back, if you want to do another time, and we can just do transition for an hour. And we could do some of that stuff. Your Parent Training and Information Centers will also have things like that. But I'm happy to come back and do that. 
I did want to say that post-secondary transition or life after school starts-- I talked to an O&M recently, and she said, I think about it as soon as they turn three. Because I want them to start making decisions, understanding that they have a voice, and their opinions matter. And this is for every kid, whether you can tell me with your voice, or you can tell me with your device. 
It does require us and the people who work with them to slow down. You guys know, especially the kids with CVI, that there are times where they have latency, or it might take them some time to listen and then maybe make a choice. But if you can do it, when you can do it, moms and dads-- and I know sometimes, we just have to get to the store-- but to get them used to making decisions, simple decisions. 
Is it this shirt, or is it this shirt? Do you choose what we do on Friday night? What do you prefer for food today? You get to make this choice-- but just to get them used to the idea and to always presume competence, no matter how complicated your kid looks on paper, to have high expectations. 
Because if we don't, then nobody else will. And they will surprise you. Eliza is smarter than I am. She has the whole world wrapped around her finger, and I am just still figuring out how that works. 
RACHEL BENNETT: It's true. It's true. There's this great quote by an activist in autism field-- she's an adult with autism-- just about assume that we have complex inner lives. And the fact that we need support or accommodations does not take away from our worth, doesn't take away from our right to be a part of our community and to participate for our community. That's what presuming competence means. And so-- 
REBECCA DAVIS: Absolutely. 
RACHEL BENNETT: --I remember I thought of you when I read that quote. I'm like, yes, that's a Rebecca thing. A question-- so with the high expectations piece, thinking about how to prioritize, I think about this a lot as Henry is now 10. I'm sure-- it's such a big switch this year. 
REBECCA DAVIS: He was four-- 
RACHEL BENNETT: He is not-- right. 
REBECCA DAVIS: --a minute ago. 
RACHEL BENNETT: He is not four anymore. 
REBECCA DAVIS: I was looking at stuff, of pictures of him. I'm like, oh, what happened? Where did six years go? 
RACHEL BENNETT: Oh my god, right. And I think we see. He has new diagnoses added to his IEP. That includes intellectual disability, right? And so I'm already seeing a shift, right? I'm already seeing the math go whittled down to telling time. I'm like, hold. 
And I had to write my five-paragraph emails. This cannot happen now. He has 11 more years in the system. And so there's this question around-- and do you have a few more minutes, by the way? 
REBECCA DAVIS: Oh, absolutely, yeah. 
RACHEL BENNETT: --around I struggle with dropping academic goals to replace the daily living goals. Because I think it's often used as a way to opt out of literacy and math skills, right? Those are-- 
REBECCA DAVIS: Critical too, yeah. 
RACHEL BENNETT: --functional. My kid needs academic goals that are functional in his daily routine. Literacy gives him access to a variety of activities that are not necessarily academic. And I love that line. 
He needs to read to get information, to communicate, to participate in all activities, leisure activities. He needs math to count, tell time, understand concepts about time, read a calendar. He also needs training on assistive tech, and so on. And so how do we keep those as the focus? How do we prioritize these in a way that's meaningful? 
REBECCA DAVIS: Well, I know that when we do transition presentations, we do a basic rights transition planning. And I absolutely agree that you say we're not dropping anything, and that I presume competence, and we're going to continue. You said, the key is data collection, right? 
One thing you can do is like what we did for Eliza-- and I had been advised to do this-- was to develop a game plan of where I see her when she's 22 or where I see her when she's 25. And I want her to be this, if she's a great roommate. Or I want her to be able to take care of herself as well as she can. Or I want her to be able to whatever, whatever the things that you are-- because it's going to be so highly individualized. 
But when we do the transition presentations, we often talk about how those last four years from 18 to 22, that's when you can do some more focus on some of these activities of independent living pieces. Transition is education, employment, and independent living. Those are the three things, the three big ideas that are in the first paragraph of IDEA. 
So everything that you deal with about transition, about planning, getting an education for your kid with disabilities, is going to come under these three topics. It's education. It's employment. It's independent living. 
So if it was me-- and we could always ask other people, too-- they're really young, guys, right? So if you want to have these goals that are academic-- like, your kid's 10. How old is the kid that was in the Facebook comment? 
RACHEL BENNETT: I think either Henry's age or a little younger. 
REBECCA DAVIS: OK. So I would err on the side of-- so is the point that your goals are they're dropping them to say we need to do more ADLs or-- 
RACHEL BENNETT: Yeah. 
REBECCA DAVIS: --that they're-- OK. 
RACHEL BENNETT: I think so. I think that's the point. Or it's just a comment-- but yeah, how to prioritize the goals, how to set them that are tailored to the individual without losing the academic. 
REBECCA DAVIS: Right. So especially at this age-- but it's going to depend on the kid. You can't say anything that's going to be a blanket statement for anyone. 
RACHEL BENNETT: No, right. 
REBECCA DAVIS: But they are still pretty darn young, right? So you have to decide. Like, what we would say is, when a kid goes into high school, that you spend those first four years trying to-- if this is a kid who's going to graduate or is close to that, who might be passing the MCAS tests, that those first four years are spent doing that as much as you can. 
And then if this is a kid who's going to age out at 22, that you can do some of this focusing on the other stuff, the employment. That's not to say you don't do employment all the way. I'm not saying that, but that you can take some of the focus off of academics in those last four years. 
Now, it's going to be very different for every kid. But if you and your gut are saying, I'm not ready to give up on this yet, I would listen to that. Right? But again, you want to prioritize. You want to think this is going to happen. 
And it's also a work in progress. I can send you a few-- if you'd like, there's some great timelines that start at 12 or 13. The Arc of Massachusetts has a really great transition to adulthood timeline that just gives you an idea. Again, every kid is going to be very different so I hesitate. I just hesitate to say anything that sounds like I'm saying something definitive. 
RACHEL BENNETT: Oh, I appreciate that. 
REBECCA DAVIS: But you are going to don't give up on them yet. I mean, it's not giving up on them. But you also only have 24 hours in the day. So you might want to think that in no time, my kid is going to be 22 years old. So do I need him to tie his shoes, or is he's going to wear slip-ons? I don't know. 
Does he need to understand grocery shopping? And would another 10-year-old do this? And maybe he's not there yet. Then maybe we figure out a way to do some of our academic goals around that. That's not a great answer. Yeah. 
RACHEL BENNETT: No, no, I think it's just we just have to-- I mean, like you say, transition is big, but it's so individualized. 
REBECCA DAVIS: Well, here's the thing, too. It's a work in progress. I mean, this whole thing is a work in progress. Your kid's goals at 10 are going to be different than your kid's goals at 14. And the transition goals at 14 are going to be different at 18, once they gain a certain amount of experience. 
14 is vastly different than 22 or 21, which is why it's hard to create an event for kids who are transition age. Because 14-year-olds and 22-year-olds, holy cow, they're not a monolith, right? So I think always bringing to the forefront that you have high expectations for your kid, that you presume competence, that you expect them to do what the other kids are doing-- and if data collection shows you that they're struggling, or they tell you that they're struggling, that's where you can go. But again, it also depends on your kid's therapy needs. 
RACHEL BENNETT: Right. There's only so much you can do in one day. 
REBECCA DAVIS: Right. And a thing I have thought of, I wish that we didn't therapize so much in those first couple of years. But we're driven, right? So that's a non-answer, ta-da. 
RACHEL BENNETT: It's not a non-answer. It shows it's complicated. It's a discussion, but it gives some guideposts to think about. 
REBECCA DAVIS: It's very layered for every family. But at 10 or 11, if your gut is making you nervous about losing academic goals, then that is an ongoing conversation that I would have with the IEP team. And make sure that that is put in the IEP. So that if things start to go sour or south, according to you, then you have already had that documented. 
And know, too, that if it's not written down, it didn't happen. So a lot of times, some folks want to say, well, I'll just call you. We'll have this conversation. If that happens, then you follow up with an email, so that you can say, oh, just wanted to follow up. We discussed this. 
If they don't send anything back, then your record stands. But if you're already starting to have that feeling, you can start to just let them know you're aware and start to document that. 

RACHEL BENNETT: No, it was very clear. 
REBECCA DAVIS: And keep-- yes. 
RACHEL BENNETT: And not mince my words. 
REBECCA DAVIS: Right. And you're going to check in with them every 72 hours, right? 
RACHEL BENNETT: Everything needs to be written. That's such a good piece of advice, as well, and something that can leave the mind as well, people saying, "one doesn't have to replace the other. They can figure out how to fit ADL in academic. There are different ways to build a school day. You can have expanded-- 
REBECCA DAVIS: Absolutely. 
RACHEL BENNETT: --schooling, if needed. There are so many more options than we even know about that they're willing-- 
REBECCA DAVIS: They can put it in their routines, routines of coming in and going out, yeah. 
RACHEL BENNETT: So last question, , and it goes back to that broader landscape that you present to us today. I'm trying to understand why there's so much denial of visual impairment in our schools. 
REBECCA DAVIS: Right. 
RACHEL BENNETT: Right. It's a big one. So when me and some of my colleagues from the CVI Center went to exhibit at CASE, which is the conference for special ed administrators, the special administrators from all states. And they came up to us. 
And first of all, the number one-- I've sat on some of their conversations with Debbie director of OSEP, and the number one thing they're talking about is they don't have people. They cannot get the human resources they need. And it is not OK, over and over and over again. 
And so often, they would come up to us and say, can you give us TVIs? Can you give us people? Or they come up and say, I have these two kids with VI just coming into my district. What do I do? And, what? You know? 
REBECCA DAVIS: Right. That's right. 
RACHEL BENNETT: They're are still not anywhere near where we need them to be to recognize our kids and to have the resources and system in place, just within that school district, to give them what they need. 
REBECCA DAVIS: Right. 
RACHEL BENNETT: So that's my take on why there's so much denial. But why do you think there's so much denial of visual impairment right now? 
REBECCA DAVIS: Well, I think everything you just said. I think a lot of times, too, you have special educators or special ed administrators who maybe not have backgrounds in special ed. That's one thing, low incidence population, right? 
What you just said made me think of something that Bobby Silverstein said years to us years ago. But that the parents should be demanding a technical assistance center that's just for visual impairment, that the parents should be demanding it. He said that. And I don't. And we're not. Because everybody's trying to do their own thing. They're trying to get through the day. They're trying to do their IEP. 
But everything you just said is so not OK. I've had conversations, when we were at conferences, where I run into somebody at OSEP, and I'll just say, boy, it's really hard to find a special ed early intervention for blind kids. That's my experience; and to have someone who's a director say, oh, I don't think that's true. 
But like you're saying, they told you at the conference, right? That's like for me, at the AAPOS conference, the ophthalmologists were much more candid than they would be. So note that what you just said, no administrator is ever going to say that with a parent in the room. So it is good that the parents know that, though, and that they can push. 
School districts will probably push back to see how far you are willing to push. Again, that's where I'd say, reach out to your Parent Training and Information Center. Get yourself an advocate who says, this is just the law. I'm sorry you can't find them, but my kid, if they don't get this, then we have to figure out what they're going to get and where they're going to go. And let's sit down and talk about that. 
But that's not your job to fix that. But there needs to be more TVIs. There needs to be far more training about kids with CVI. We're just starting to figure out how many there are. And we know they've been there, just anecdotal. 
RACHEL BENNETT: Oh, the prevalence data is getting big. It's huge. I mean, I feel like right now, we're not even low incidence, even though they're calling us that. There's kids with CVI sitting in their classrooms that they don't even know about. 
REBECCA DAVIS: Right. And Ellen Mazel always said, they can't wait, right? The kids can't wait, but they have been waiting. 
RACHEL BENNETT: Been waiting a long time. 
REBECCA DAVIS: Yeah. Yeah, so ignorance, lack of information. And nothing is going to change unless someone demands it, right? There's always going to be little band-aids put on these little things, no big changes. 
So that's another reason we're having these discussions, right? You guys are discussing advocacy at Perkins. If we can use the systems that are in place to get the kids counted, to use the deaf-blind systems, to use the Parent Training and Information Center, and then to keep asking the questions, how do we push? 
I heard somebody say in a speech recently that they want us to do a systemic change from the top down. And I was sitting they're, going, I don't think that's how it works. I don't think. Because you guys are just going to change it the way you want to change it, when you want to change it. But you've got all these parents on the grassroots whose kids, they're getting older. And they're missing educational opportunities. So-- 
RACHEL BENNETT: Right. 
REBECCA DAVIS: --I'm not sure if that's going to work or not. 
RACHEL BENNETT: And what I'm grateful for is we have so many more people with CVI speaking up. They feel like-- 
REBECCA DAVIS: Yes. 
RACHEL BENNETT: --common, collective voice. We're hearing from so many adults who have such a wide range of manifestations of CVI. And if we continue to center what they're saying and their lived experiences, that's going to really help push us and push this forward. 
REBECCA DAVIS: Absolutely. Absolutely. 
RACHEL BENNETT: --and validate all that we're seeing as parents of kids who can't tell us. So-- 
REBECCA DAVIS: Right. 
RACHEL BENNETT: --it's another great piece of the puzzle. 
REBECCA DAVIS: But that's the thing, too. For the person who said, how do we explain that? We can't. You never know what's going on in the mind of a special educator who says or the school district says, this is not an issue. 
If you know it is an issue, you just don't take no for an answer. You say, here, I'm going to introduce you to my state Deafblind Center, and they're going to teach you up about CVI. And then here, I'm going to introduce you to this advocate, who's going to remind you of what IDEA requires. And then we're going to reconvene and have the conversation about getting my kid what they need to learn. 
RACHEL BENNETT: Well, thank you, Rebecca. 
REBECCA DAVIS: Thank you. Thank you for the opportunity. 
RACHEL BENNETT: Thank you so much for this really rich discussion and for making all of us feel seen, heard, acknowledged. It's hard. It shouldn't be this way, but it is. And' we just have to figure out how to navigate it. And we can when we have people like you. So-- 
REBECCA DAVIS: Oh, brother. 
RACHEL BENNETT: --thank you for all the work you do. I really appreciate you. 
REBECCA DAVIS: We are all doing this together. You know that there are moms who are kicking butt all over the place. 
RACHEL BENNETT: All over the place. And we see you. 
REBECCA DAVIS: We're all doing it. 
RACHEL BENNETT: We see you and know how tired you are and exhausted. But we see all the work you're doing. 
REBECCA DAVIS: That's right. 
RACHEL BENNETT: So thank you. 
REBECCA DAVIS: I read your comments. I may not say-- 
RACHEL BENNETT: Yeah, you do. 
REBECCA DAVIS: --anything, but I read them. 
RACHEL BENNETT: We see it. All right, everyone, thank you so much for tuning in. Thank you so much for watching this event, brought to you by CVI Now, here at Perkins School for the Blind. Go to CVINow.org to learn more. 
