CVI for the TVI: Empowering Each Other (Sari and Smith)

PEG PALMER: And now it is my pleasure to introduce today's speakers, Burju Sari and Lacey Smith. Burju is the CVI Coordinator at the CVI Center at Perkins School for the Blind where she collaborates with school teams and families, leads CVI trainings for teams and professionals, conducts assessments, and supports the implementation of educational programs for students with CVI. 
She has developed and led training about CVI and low vision, both locally and in Europe, for families and professionals. Burju has a son, Omer, with special needs in CVI who has been an impetus for her achievements in supporting, educating, and advocating for students, families, and educators. Lacey Smith is a CVI Project Coordinator for the CVI Center at Perkins School for the Blind. 
Lacey has worked closely with young children with visual impairments, multiple disabilities, rare diseases, and dual sensory loss, providing consult support to the students, families, and their teams. Lacey's interest was inspired by her 11-year-old daughter, Savannah's, diagnosis of CVI. And she continually strives to learn more and support families with all that she has learned along her own journey. 
So, welcome. I'm so happy you guys are here. And I thought I'd start by asking you just to tell us something briefly about yourselves, your roles, your kids' names, their ages, their diagnosis, and anything else you want to throw in there. 
LACEY SMITH: I can go ahead and start. My name is Lacey. As you mentioned, I'm a Project Coordinator in the CVI Center at Perkins School for the Blind. My journey to learn more about CVI was led by my daughter, Savannah, who is now 11. She is a student at Perkins School for the Blind, as well. 
But she has multiple disabilities under an encompassing rare disease known as Ogden syndrome. So she has Ogden syndrome, and cerebral palsy, CVI, epilepsy, and more. She's pretty complex. So that's just a little bit about her and kind of what's led me to this path. 
BURJU SARI: Hi, everyone. Thank you for coming to today's webinar. I'm Burju. I'm another CVI coordinator at CVI Center at Perkins. And previously, I worked as an EI TVI in the community programs at Perkins for about six years. That was a great start of my journey because I made great connections with a lot of families, and then because it really is very similar, what we had been through, Lacey and I. So it's just where our passion started with EI. 
My son, Omer, is a twin. And he is 12 years old right now. He's a sixth-grader at a general ed classroom. And he has cerebral palsy and CVI. He is physically severely impaired, but he's getting there. It's just like every year is a different journey. So my education career started with him. Before then, I was in business background. 
With him, I just decided that it's not what I wanted to do. So my passion changed. And then I got to meet with wonderful people who helped me to do the best for the world. And that's how I became TVI. And that's how I met with Lacey. And we get to work together now. 
PEG PALMER: Great. Thank you so much. At what age were your children when you started working with a TVI? 
BURJU SARI: Oh, OK. I'll go first. He was three months old when we started seeing some visual differences because we always talk about this with Lacey. I was lucky to be able to compare his vision. Sometimes it's very difficult when you have one child and when you don't know what typical vision looks like for a three-month-old baby. 
So I had the privilege of having twins so I was able to compare them. They were born nine-weeks premature at 31 gestational weeks. And then so I was thinking about, he's trying to catch up and everything. But at age three months old he started showing symptoms of he was not using his vision throughout the day. Let's put it that way. It was rolling his eyes. 
And then I started questioning, what is it? What is that? A lot of EI providers thought it could be autism. Many kids are being diagnosed with autism because he wasn't making eye contact. He wasn't looking toys. He was easily irritable, crying all the time in community. I couldn't go to any grocery stores. He didn't have good sleep. So it was like a combination of lots of things going on. 
And then my EI provider said, let's have a functional vision assessment from a TVI that will come from Perkins. And then that's how I met with Ellen Mazel. She came to our house. I was lucky in that, too. That was one of the luckiest events in my "mom life," after having kids. 
Everything was downhill. And then, all of a sudden, in that darkness there is a light coming into our house, and says, Burju, everything is going to get better. You just have to work on it. And I'm like, she's just being too nice to me because she knows I'm going through a lot of things. It's difficult. My English is limited. I don't know if I'm understanding her correctly. 
It was a lot of unknown. But then we started working together. And at four months, we went back to Children's Hospital, get the diagnoses from an ophthalmologist, and then they [INAUDIBLE] Mass Commission for the Blind. That's how it started getting better, I want to say. 
LACEY SMITH: So for us-- I could tell you that Burju and I are both very lucky that our children were diagnosed at such a young age. So for us, around six months old is when our EI-- I like to say this for professionals to know because, it's still something that kind of tugs at my heart --is that she said, it's like the lights are on and nobody's home. So that was her way of saying, hey, we needed to go get her vision checked out. 
But for Savannah, I'd always kind of attributed her gaze which was more downward, to her birth history, which at birth she had a brain bleed and suffered from hydrocephalus. So I expected her eyes to be maybe a little off. 
She wasn't making eye contact. She was very aware of her toys, and the mirror above her swing, and when the spoon came to her mouth, but she definitely was having visual difficulties that now I would see a lot sooner than I probably did back then. 
But she was referred to our local ophthalmologist who sent us to Boston Children's where she got a diagnosis of CVI at eight months. In that same month a TVI from Perkins came out and started working with her, Mary Sparks. So early diagnosis was good. But it's still been a very interesting journey with Savannah. 
PEG PALMER: So Lacey, I'm going to follow up with you. And then I hope Burju will jump in, too. What do you wish you had known when you were at the beginning of this journey? And what resources would you recommend to parents who are at the beginning of their own CVI journey, since you referenced how you would be a lot more able to have seen this today than when you first had Savannah? 
LACEY SMITH: Yeah, I wish I knew a lot more about the visual behaviors that really impact a child back then. But that wasn't my journey at the time. And I think for Savannah, she's always had so many underlying medical conditions that kind of go in the front of her vision. But I do feel that we were lucky to get services started. 
And the one thing I think I still regret is that I was always encouraged to go to an infant toddler group at Perkins for kids with visual impairments. And it was an infant toddler. And I waited until she was over two years old before I could even make that kind of, I guess, decision for ourselves and our busy family lifestyles. 
But at the time, and I think the same is probably for Burju, but we did not know anybody with a child that A, was eight months old, wearing glasses, or B, had a visual impairment. I'd never heard of CVI. I'd never heard of hydrocephalus when she was diagnosed with that. There are so many things that I learned in my first year, really, that pertained to my passion now in this field. 
BURJU SARI: Yeah, same. Very similar. So Omer had IVH, which is intraventricular hemorrhages as a result of a brain bleeding. We don't know when that happened, maybe before birth, or during birth, after birth. They couldn't determine that yet. And I'm not looking into determining at this point because it doesn't make any changes. 
And then that results in being PVL, cystic PVL, which is periventricular leukomalacia. And it took me quite a bit to be able to pronounce it. And as Lacey, I have never heard those terms before. And then they said, your child might end up having cerebral palsy. And I've heard about cerebral palsy, brain injury. Yes, I'd heard about it but not specifically what type. 
And I really didn't make that connection as a parent in the beginning. I always thought that it would represent similarly, like CVI is CVI just like any other low vision or blindness. It's different. We did not have any resources because when Ellen came, I remember she told me about CVI. She told me that PVL is one of the major reasons and then how that will look like. And then how it might sort of represent, the visual behaviors and everything. 
But then when I went to look at the-- I wanted to google it. I googled it, the most common visual impairments for kids with cerebral palsy. I remember that. I put it in the search and nothing came up. They were talking about cerebral palsy, tons of resources, research articles about CP. But nothing about CVI, not even one resource. 
And I went back to Ellen. And I said, Ellen, I looked up online. I couldn't find anything. I need to read about this. And then she came back with a book and a medical-terminology dictionary because I don't have an education background. I don't have a medical background. I'm like, how am I going to understand that? And then it took me a while to read that book because it was a lot of new information. I was so overwhelmed. 
And like Lacey, I had friends from EI, other families, but their kids didn't have visual impairments, not to begin with, like CVI. So it took me a while to find a person who is going through a similar experience. So we started infant toddler group at Perkins, which is a program for families whose kids are receiving EI services and vision services. 
And they come to Perkins. And it's a facilitated discussion group while kids are getting instruction in a classroom setting. And Lacey can tell you more about it because she was one of the teachers there. That's where I met other families. And then I felt like, OK, this is something going on. And nobody's talking about it. What's going on? This is not normal. That's how my passion started to spark. And I'm like, I need to do something. This is not OK. 
So I wish we had the resources that we have today. Sometimes I get that very-- I don't know-- happy feeling of jealousy, like, oh, my goodness, lots of PVIs know about CVI now, which is great. We have trainings. We have e-learning. We have webinars for parents, for educators. 
We have CVI Now, which is, I think, an unbelievable load of information. And it's so straightforward, easy to understand, and applicable, functional for-- I wish we'd had that, right, Lacey? Can you imagine, in 2010, we had that resource? Or these webinars-- I know this is for TBIs. But then it's available in different formats for different populations. 
But Lacey's our recreational, leisure guru. I always go to her for finding activities, not just specific resources, but how to socialize our kids. It's a difficult thing, how to find those families and then how to socialize them, have them integrated into general public. It's a challenge. You have to work really hard. 
Lacey does a really good job finding those resources and telling other parents, this is something that we do, You want to try? And this is how we get socialized. So she helps me a lot. if that's the resource you're talking about, Peg. But I think that's great for families. Maybe we can just list a couple of them, Lacey, that we usually go to, like-- CVI now is one of them, right? And then you can hear about that. 
And the Facebook group, CVIs on this call can tell their families about. There is a Facebook CVI Now group for families only, who can come together and ask questions, try to understand the process. We are fortunate to be in that group because we are parents, too. But it's great. This is something on the IEP. I don't know what that means. Can you please help me understand? So we help each other. We help each other to understand better. 
And, then, even good disabled sports, they have a lot of activities for students with visual impairment. And they do wheelchair basketball. And Omer goes to there every Sunday. And he loves it because he feels normal. That's what he says. I feel normal when I go there, Mommy. It's just like, sometimes I'm one of the best. And I'm like, wow, that's a great feeling. It is a great feeling because I'm never the best. So it's important to find those resources. You're right, Peg. Yeah. 
PEG PALMER: Yeah, the difference in 10 years, 12 years is just astonishing. But I think both of you are pointing out that connecting to other people, other families, connecting your kids to other kids, and also just having a good place to go to learn about CVI, where it's legitimate information, that you're not getting crazy information or unhinged information. And there's so much out there. 
LACEY SMITH: Yeah, I wish her one thing, not to interrupt or keep going on this topic. But if I think about how I would do things a little bit differently for her. It's like she's such a multi-sensory learner. And I was so focused on, how can I get her to use her vision? That has really kind of changed for me. That's because of the resources that are out there. I've come to realize that she learns in a very different way than I thought she was in the beginning, or how she would learn. 
PEG PALMER: Right. Yeah, I think the field of CVI is changing and moving in that direction to a more multi-sensory-- not all at once, but using all the senses and finding the best sense for each child for that activity for their learning, or their enjoyment, or their leisure, or whatever it is. Yeah. 
LACEY SMITH: Yeah, I always say, access isn't just their vision. For Savannah, specifically, what is she getting out of this activity? And how is she demonstrating that this is something that she really knows? 
PEG PALMER: Right. So what would you describe as your biggest challenges right now? I'll let either of you take that one. 
LACEY SMITH: I'm sure we both could go on for the rest of this conversation alone with our biggest-- 
PEG PALMER: Before you start that, Lacey, I did just want to tell everybody who's watching that, when this is over, we will send everyone an email with resources that you guys helped us put together. OK. Sorry, go ahead. 
LACEY SMITH: Great, no. I think, for Savannah, she has just become more and more medical over the years. She's always been a very medical child. But her biggest issue, which impacts her learning greatly right now, is her epilepsy. So she has a rare genetic diagnosis of Ogden syndrome. And she was recently diagnosed with LGS, which is a rare epilepsy because it's harder to treat and get under control. 
And for the last couple of years, we've been really battling with her alert state, her readiness, her ability to participate. Those sort of things, I think, are always going to be very challenging for us. And sometimes when she's not ready, I've come to really respect where she is and really meet her where she's at. And this is something that I continuously push with her team to understand. 
And she's lucky to have such a great team. But there's constant medical issues that keep popping up for Savannah. And I think that, for us, is a big obstacle because if she's not feeling well, she's not able to learn. 
BURJU SARI: [INAUDIBLE] learning. For Omer, it changes. In the beginning, the struggle level was different than now. I was different than now. And the things that we were struggling were different. And then it's really how you process that information. For example, it was really vision-related difficulties when he was little. 
And then we knew little about CVI. And as we learn more, I think that scares me a little bit because with CVI, it's scary complicated, so complex. We don't know what we don't know tomorrow. So that's the part that really, as a parent, scares me. But as a professional, it makes me more passionate about it. I want it to be tomorrow. So I want to learn more. 
But as a parent I'm so scared because as the new information comes up, the way that I look at his vision changes. And it is another difficulty layer with explaining to that others because his visual difficulties are so subtle now because it's really like that higher-functioning level of difficulties, that it's really difficult to explain to his teachers, or his educational team because they seem to disregard, unfortunately, still in 2023, that he is having difficulties. 
If we say this is better for him, for his CVI, then the first thing that I hear is that, but he can do this. That is because I know more than yesterday. It just really makes me angry that I explained this to you yesterday with my limited knowledge. I know more today. And I know less than tomorrow. But you have to listen because this is what had been found. It's based. 
Being at the CVI Center, as a center we are so research based. We are so research focused. Every information we gather, we look at research, the database. What is this information coming from? And as a parent, it impacts me because then I come home. And I think about his vision and look at him, how he uses the spoon, how he uses his computer for homework. 
Then I feel bad because I'm thinking about his brain, how difficult it is. He's getting so fatigued after. And then, how do I explain it to others? He's not available for social interaction after work because they drain his visual battery because they don't provide as much as he needs for his CVI. And because his needs are so subtle, it's hard to see for people who don't know enough about CVI. That is my struggle. 
But also, at the same time, another thing that, outside school social-emotional interaction, is a huge difficulty for Omer because he just started learning about his differences. He never talks about his CVI to other people who are not CVIs or Mommy's work friends. He doesn't like it because he says, I want to be normal. And we try to explain him this is normal for us. But he does not accept that yet. He's not there. 
So that impacts the social-emotional state because he doesn't have that self-determination. The self-determination comes with the awareness. He does not get there. And I can't push him as a parent. And then, that self-determination on advocacy doesn't come naturally. So that is my biggest struggle. 
And, also, we have a CVI club at Perkins. It's kind of like my learning lab because I learn from my students. And then I think about my other students, then my own son, and how do I connect those information? That is a work in progress. But it's a common struggle for students with CVI, having their social-emotional difficulties and how that impacts their life. 
Because as they get older, the demands from world increases, the academic demand, the social-interaction demand, dating starts. They look at each other. They kind of judge how they look and everything. They are missing all that information because they don't have access. 
And then, conceptually, it doesn't make sense to him because he doesn't have that visual access. Then it might look like cognitive delay. Or it might look like he doesn't understand anything. But it's really a missing piece that wasn't filled in the past by his academic teams. 
So that's my struggle. If it is confusing, I apologize for that because it's a very loaded emotion for me to put it out there. What is the struggle? And tomorrow it might be different, Peg. So we should meet again tomorrow and just talk about this because it changes every day. When you see like, we just talked about this. Every year is different. 
PEG PALMER: Yeah. So it sounds like advocacy, both your own advocacy and your son's advocating for himself, is a struggle right now. And in Lacey's case, Savannah's availability, it's just not where-- I think about those times when I'm sick. I'm certainly not studying French when I'm feeling sick because I've just got my head on the pillow. 
And then, if we're not being respectful of our kids' medical states, then we're expecting them to learn under impossible conditions. And, honestly, Burju's saying the same thing, expecting him to learn under impossible conditions. Although in his case, he's rising to the occasion at the expense of the rest of his day. And that's the part that-- yeah, yeah. 
So because you two are in such a unique situation of being parent and TVI, what's some things you are mindful of when you're serving your students and families? 
BURJU SARI: You want to go first, Lacey? 
LACEY SMITH: I can, sure. I think one thing I've always been mindful of-- and I worked with families closer when I was in EI as well, just because of the nature of that setting-- but I'm always mindful of our journeys. Burju's journey is different from mine, and mine is different from hers. I respect that she has different emotions about different things, and I have different emotions. 
So just because we both have children with CVI, I don't expect for us to feel the same way about everything because our lifestyles, our personalities, everything plays a role into how we really move forward with our own child. And I think that that's something I always try to be respectful of because I always say, I've had a pretty positive attitude all along, even though she's such a complex little human. 
I'm not saying that anybody else doesn't have that positive attitude. But I've always been just thankful that she's living. And she's overcoming some of these obstacles, that I appreciate some of those things a lot. And I just know that our journeys are all different and being respectful of that. 
But I also feel that, because I've learned so much more about CVI, my passion really is to give these kids the best opportunity that they can have to really learn and to really help teams become more aware of how they're learning or simple things to put into place that might give them more of a chance, really, to be able to participate with their classroom and their peers. 
I think that's what I would really end with, is just being mindful of the students, their families, and respecting that we all have different emotions. And we all go through things differently. And that's what I just try to keep in mind. 
BURJU SARI: It's interesting, Peg, because sometimes I think, what would I do differently if I weren't a parent of a child with CVI? That I don't know. A child who has CVI cannot explain what a typical vision is. I ask Omer sometimes. It's exactly the same feeling. I don't know what I am being extra mindful about. 
But I know when I was working with EI families, I really felt comfortable. When I was talking to my colleagues they were like, we were talking about brainstorming around unique situations where we had struggled and everything. I think that the advantages of me having a child with special needs were kicking in in that moment. When I was walking into a house, I knew it could be chaos. And it's totally normal for them. 
And also at the same time, sometimes just being present with someone is all you can do. Sometimes trying to do more kind of hurts people more. So sometimes it's just sitting there listening. And I can easily say, I understand. So Lacey, when Lacey is talking about-- I totally get it. And I have that privilege to say because I'm in the same boat. Yes, our journeys are different, but we both are special parents for special children. 
So I always connected myself. And I kind of like empathy, try to do, which is easier for me. And I totally understand when people say, we can't because we don't know how it-- and, yes. And I appreciate when they say that because it's better than saying, I totally understand you. Because then I can say, how do you understand? 
Even to my mom, my mom says, oh, that must be really hard. I totally get it. I'm like, how do you get it, Mom? You don't have a child with special needs. You have perfectly raised two daughters who are physically able to do everything. And they can go to school without any IEP or 504. How do you understand going to an IEP meeting is so stressful? She only thinks that it's sitting around the table talking about educational programming. 
You don't know deep down what I'm processing. Am I going back to that date that he was born? Am I going back to that day when I first heard about his diagnosis? Or when I heard about him not being able to get a girlfriend or not just change himself? It's really different. So just like Lacey said, it's just being respectful. 
And like Dr. Dutton says, when you meet with a child with CVI, you only meet with one child with CVI. It's the same thing for parents. When you meet a parent with kids with special needs, you only meet one of them. Every journey is a different story. And I feel like when I meet one student, it's like reading a book from beginning to the end because it's full of different experiences. I learned a bunch of different things from that life. 
So I think those are the things that I go through when I meet with a family or a student, like, what would I do for my own son in this situation? What is functional? What is meaningful to the family? What is really helpful versus cumbersome? 
I had EI providers coming to my house giving me homeworks. You've got to do this, that, that, otherwise your child will never walk. And I was devastated. I'm like, what do you mean? So if I don't put my son into the stander, are you telling me that he's not going to walk? And if he doesn't walk, it's my fault because I-- but it's not that way. It's not that simple. But I didn't know that. I wish it was that simple. What do you think, Lacey? 
LACEY SMITH: Yeah, it's definitely-- 
BURJU SARI: Did you have those homeworks? 
LACEY SMITH: Yep, I had homework. And I was always a pretty good student, tried to follow through. But in all honesty, I was going to say one more thing as you were speaking it. I think about the flexibility that we need for our students and for their parents and being mindful of, this isn't easy for anyone. 
So as TVIs, I have to take off my mom hat and be the flexible one sometimes. But I require some flexibility with her team of providers. And she requires flexibility, depending on her day, or her mood, or-- generally, I like to say she's pretty happy, but there's just a lot going on. 
PEG PALMER: I'm going to just throw back at you something coming through from your comments-- something as an EI provider having the privilege to be in people's homes for over 30 years, trying to discard that sense of, I need to come in today and fix something. 
Instead, I tried to go in-- I think a lot of us in EI tried to go in and just listen and be there and give the family a platform to be heard. Because until the family is stabilized on a variety of levels, no one's going to learn anything. And-- 
BURJU SARI: Exactly. 
PEG PALMER: Yeah. So I guess I wonder how you think about that balance between that charge that we have of giving people strategies, giving people homework, giving people ideas. I actually find it sort of horrifying to think about giving a parent in an early intervention-- 
BURJU SARI: I shouldn't have said that then. 
PEG PALMER: --homework. But no, but what are we being paid to do? You know what I mean? 
BURJU SARI: That's a great point, actually. I really love that. I like the fact that you brought it up because now I'm thinking more about it. And then it really depends on the situation, too. Let's put it that way. 
Plus if I were in EI today, I would have wanted to have homeworks, rather than in 2010 when I was in the storm trying to figure out things. It was so wavy. It was like a tsunami at some point at our house because the new diagnoses were coming up. It was all new life. I was trying to survive. It was literally breathing, drinking water-- the basics were really important. 
On top of that, I couldn't take it because my glass was full. So it was literally dripping. And then that was the time, after a year and a half in my journey, that it started getting calmer. It was like we didn't have those like frequent doctor visits. It was like all same, same story. No new diagnoses. 
Then I was ready to receive more. And then I started asking twice a week PT, twice a week OT. So my mentor and supervisor, Brenda Allair, always told me, when you go to a house-- because I was freaking out going to a house for the first time. I was like, what do I do? What if family doesn't like me? I was really scared. 
And Brenda said, Burju, read the room, understand where the family is at. And everybody will be at a different pace. Your job is to try to figure out where they are at and provide the best you can and ask questions. Like, are you ready for this information? Or what would you like me to do? I think that open communication is what I was looking for, asking questions like, are you happy with the services? If not, what can I change for you? 
I think that's the most important. And there will be families, no matter what you do, they're not going to be happy. And we should just respect. And there will be families with minimal support. They'll be the happiest people in the-- all right. So it's just like human being. It's hard. It's like-- you know. 
LACEY SMITH: Yeah, I think reading the room and how do you balance it, as you asked, Peg, is, really, you look at each situation. And you do read what they need. Sometimes they just need you to play with their child so they can eat breakfast. And as much as you're there to be a TVI, sometimes things look different. And you just have to shift. And that was definitely something, especially in EI, that happened a lot. 
My goal was to support the families just as much as I supported the students. It really still is because the parents are going to be there forever, then they're the best advocates the child will ever have. So if we can meet them where they are, then we can give them some hope. 
PEG PALMER: Absolutely and no offense to us as educator types, but parents are also the best educators of their children. So I was thinking that what it is boiling down to is, it sounds like what you're talking about is something any good educator is already doing, which is meeting the student where they are. 
But I think because of the unbelievably complex needs of kids with CVI and everything else that frequently goes along with it, is that we also need to meet the families where they are. Meet the mothers where they are because if we don't do that, then we're just ships passing in the night. We're not able to deliver our message. 
LACEY SMITH: Right. And I think, too, thinking about where their journeys started, I can think of a certain example that I'm not going to go into. But just the passion and what the parent desires is-- it's driven by the way her life started out with her son. And I think we just need to be mindful of a lot of emotions-- kids' emotions, our-- parents' emotions. 
And if they're not responding to your emails, maybe they're overwhelmed. Maybe now's not the time. Maybe we try again. I always would say, I'd go in, and I could tell when a parent was unavailable. But you could go in the next week and try again. And you can continue to keep trying until they're ready. 
And I think the critical stage of when children are in the eye and they do have a CVI diagnosis, they're overwhelmed. There's so much that they're just now learning about. Whereas now, for Burju and I, our kids are older. And it doesn't mean that it's easy for them to have CVI by any means. But I think we could both admit that we're in a better place with accepting this is their life. 
BURJU SARI: Yes. Yeah. Yeah, exactly, that process with families, a lot of EI families, they don't get to that stage before their kids turn three. I wasn't in the stage when I was an EI parent. I was really struggling with acceptance. I was struggling with what the future will bring and that unknown helplessness. Those feelings were so mixed that it was hard to see the sunlight sometimes. 
So what I all needed is just a support role model. And now, when you were speaking, I remember I read a book about providing home services a while ago. I can't remember the author now. But I remember the stages of it, like the EI platform. It was, like, first is the determination, going into the house and determining what the family needs, just not the child, but just overall, like a global situation. 
And the second stage was providing role modeling, like, what do you need? This is how I would do. Are you accept this, is this something doable kind of stage. And that last stage is moving away and just watching and observing because they have to take over those skills because it's a lifelong skill. And then, I think, reminding the parents, I think that's what I was missing at that moment is, we are in the team. 
And being a member of the team is really important skill and knowledge that a parent should know. I did not realize that until Omer was in elementary school. I never felt like I was a member of the team. I was someone who had been told what they are going to do. I didn't know I was a decision-maker in the process, as well, like many others. And I didn't realize Omer is the driver. We are the passengers. 
It was really like, now I wish I could go back to 2010 and start from the beginning and say, wait a second, I don't accept that. This doesn't work for our family. Or, oh, this is a great-- let's include that. And let's try. So I didn't know that. I think that's one thing that I'm trying to do with my family, is telling them you are the driver. I'm here if you need me. If you get lost I can tell you the directions. But I'm not planning to drive the bus. 
I don't know if this is something that should be considered, I think, along the way. 
PEG PALMER: I totally agree. And I think that one thing Lacey said-- and Burju, as well, but in the different ways --that for a lot of these kids in EI, it's just survival, literally survival. And, Burju, it sounds like in your case it was-- I mean, you're raising twins --this is like survival of the mom. And in Lacey's case, it was survival of Savannah. 
And then vision is like tertiary after that. First we've got to make it through the day. And I think a lot of times-- then you have a therapist come in, saying, get him in a standard or he's never going to walk. It's like, wait a minute. There's a disconnect there. There's a disconnect there. Yeah, yeah. Tell me a little about your child's learning journeys, whoever wants to jump into this one first. Go for it. 
LACEY SMITH: I can go ahead and start. Well, as I have mentioned, Savannah has a complex body, complex everything. She's very, very complex. So there was a time where she was using her vision more than she is now. And I feel like then I was pushing for a lot of visuals, trying to get her to understand real objects so she could expand her communication into 2D images instead. 
But she's shown me over the time that is not her learning mode right now. Right now she can identify things more multi-sensory, by the sounds. There's a lot of things I can say, well, I know she knows it by the sound. But I can't say for sure that I know she knows it visually. And I know she'll always be tricky that way. 
But when I think about her learning journey and my learning journey with her is really, like, how is she learning? What can we do to support her? What compensatory skills is she using? And I'll tell you how she's learning. She's learning and she always has. The first two things she learned were a cup and a spoon. She recognized those before anything. And even in 2D, she could recognize them. Why? Because she loves food. 
So she's motivated. It's a routine that consistently happens to her over and over and over. And she's getting an experience from it. She's always been really motivated by music. And I know this is because she's a very auditory kid. 
So now, when I'm looking at her, I'm trying to meet her where she's at and try to build in routines. But she's very good with routines. She has a hard way of being able to show us. But I know, as her mother, she knows exactly what's happening next. So I think her learning journey has been a little up and down. It was very vision-focused for a while. 
OK, I would say her vision has always been very fragile. But now I respect the fact that she's really a multi-sensory learner. And we need to give her options that support her where she is. 
BURJU SARI: So Omer's learning journey had been a little different every year, I would say, because he's a sixth-grader now. He's still in the elementary school building so we haven't changed the building for a long time. Next year, he's going to a new building. So it's going to be a whole different story. I think it's going to be difficult when he transitions to a new place, also new team. 
Unfortunately, I wish I could have said differently. But unfortunately, his learning abilities are depending on the special educator at this point. 
What I mean with that is, a couple of years ago, when we had a special educator who did not understand about CVI, who did not understand about the visual behaviors, why he was so visually fatigued, why he was putting his head down because he didn't access the information. Because he's able to visually recognize everything and anything. But then he can't really differentiate faces or he can't find friend at recess due to the clutter or just lots of other factors like light, motion. 
But then, now we have a special educator who understands all the visual behaviors, who really went to the CVI Now, read all the visual behaviors, watched the videos, and made that connection about what I said and what is Omer demonstrating. And now he can do math, Peg, for the first time in his life. 
And I'm going to say this for the first time to the public, that two weeks ago he came home and he got 100% on the math quiz. That's the first time, but with tremendous amount of accommodation. Somebody read the questions. It was on the laptop. It was one question on a page. And then it was high contrast, large fonts, with supporting concept items. 
It was like a lot of accommodations took place because of his special educator. If she didn't help him-- and she said, I didn't help with the content. He knew the content. But he couldn't access it. And do you know what? This is something that COVID really did that. It was a super silver lining because we were the educators for Omer and Demir his twin brother. 
And his twin brother is an amazing dude. He supports Omer with everything. I think he taught him a lot of things. That's how he catches up with everything, like playing FIFA on the Xbox. I don't know how he does it, but Demir is his teacher. So I want to credit that. I'm not taking any credit on that. 
But during COVID, we really figured out, what are the pieces that were difficult for Omer? He got his first laptop because we advocated for-- he could not do printed papers. This is obvious. He couldn't do it. So they changed to that. Now, he has an iPad to produce work, like voice to text. He has his own headphones so he can produce his work by speaking. Or he can take a picture of a worksheet and then zoom in to see one question at a time. 
He did not have those pre COVID. So it really changed our educational journey. And I'm really fortunate about it. That's the one thing that I like about COVID that changed Omer. And he's successful at math now. And I don't know what he will look like next year. But I'm hopeful. At least I know what he needs, now that I can advocate for more. But, short story, if he didn't have the accommodations he was not going to get 100% on that quiz. So TVIs really matter so much. 
LACEY SMITH: That's a good story. 
BURJU SARI: I know. It just gives me goosebumps that-- and his brother got 80%. And that was the first time Omer got highest. Imagine what happened at the home. It's on the fridge. There is another copy in the bathroom. There's another copy on the window. Omer got 100%. And he was like, that is this self-determination, self-confidence. 
Now he's like, what am I going to get next time? Like, encouragement. So it's important for our students, to show them that they can do this. It's not impossible to get 100, to get A-plus, if you get the right educational tools. It's just I think we have to say it out loud so many times that they will get it. It's just, like, accommodations, accommodations, accommodations. 
PEG PALMER: Right. I think, basically, what you're both talking about is access. And in Lacey's case, Savannah's access has moved. As I have, over my career, seen in kids with seizure disorder that can't be controlled at different periods of their lives is that the vision can suffer from that. And so what do you do? 
Well, you don't just stick there. We move on, to the sense that [INAUDIBLE] working, and that's access. And in Omer's case, it's access to those math problems. Without access, he can't do the math. But I mean, none of us can do the math without access to the [INAUDIBLE]-- to the sensory channel or the actual academic-- 
BURJU SARI: Exactly, exactly. 
PEG PALMER: That's our job, I think. That's our mission, our job. But it takes a while to figure out what that access looks like for all of our kids. Like you said, you've met one kid with CVI, you've met one kid with CVI. 
All right. So last question to lob out at you guys, as your understanding of CVI has evolved, what has changed for you as a parent and an educator? You kind of touched on this. But if you want to if you want to tackle that one before we wrap up, I'd love to hear your thoughts on that. 
LACEY SMITH: Want me to go? Yeah, I would say it is just a deeper understanding. To say it simply, a deeper understanding of how kids are learning, how kids with CVI are learning. That's changed a lot for me in the fact that kids are smart. And they can fool you if you're not sure of what you're looking for. 
So, really, looking into those like context, or predictability, or all those compensatory skills that they're using to really get by, if we know what they're using then we can help support them in long term and make good accommodations for them. 
So I think, as a parent and an educator, I think about these things in my personal life. But I constantly think about these with the students that we serve. That's the short answer. I know we're running out of time. 
BURJU SARI: Right, yeah, so exactly. It's just like Lacey said. It's understanding what tomorrow might bring. But also at the same time, being mindful about we don't know everything. This is an ongoing learning journey. And I think, when we say, oh, we know everything, I think that's the end of it. I think that could be really a nightmare for a parent and an educator. 
It's just like, it's still evolving, being up to date with the information and what's going on out there, possibilities. That will bring the hope, and education, and success to the students that we are serving. Every morning I wake up, I'm like, OK, I should be knowing more than yesterday but less than tomorrow. So that's the excitement as a professional. 
But at the same time we should be mindful that might look like a frustration for our parents. Because the unknown piece is really could be frustrating. So it's really understanding and just being respectful. It's really important. 
LACEY SMITH: I just want to add one more thing that came to mind, too, is just the collaboration piece. As a parent who is having a child served back in EI, or even in school, I never wanted the overlapping therapies. Why? I wanted her to have this many of this. 
The overlapping therapies, I think, are my favorite to this day because there's so much collaboration that can go on, whether it's a speech in TVI, or a PT/OT co-treat, or whatever it is. I think that the more we collaborate as professionals, and I'll take my parent [AUDIO OUT] as a parent I can give my opinion. But as a professional, the more we collaborate, the better we serve our students, too. 
BURJU SARI: Exactly. 
PEG PALMER: Oh, my gosh, I totally agree with you, Lacey, on that one. And I always tried to respect the families that wanted separate PT, separate OT. And in some ways, kids with CVI, just like COVID, sent our kids home to a quiet environment. And despite all they lost, they also gained. Our kids gained a lot, I think. 
LACEY SMITH: Even Savannah with her medical stuff, she definitely gained some skills during that time. 
PEG PALMER: Exactly. Exactly. But that collaboration piece is just priceless. And if we can get families over that hump of not thinking it's more service versus better service, I think the collaboration. Because then everybody takes the ball and runs with it, even when we're not there, which they can't do if-- and we can't do-- like Burju talks about, learning all the time. So it's just a-- [SIGHS]. 
LACEY SMITH: I just think about all the wonderful things I've learned just working with other professionals. That's not my area at all. As a parent, I'm an expert in Savannah. As a professional, my background is a TVI who loves TVI. 
BURJU SARI: Yeah. 
PEG PALMER: Exactly. But we all need to understand communication, for example. So I'm sure you guys are the same way. Whenever a speech therapist walks my way, I'm lapping up anything they have to say because communication is what unlocks our kids to the world. So I need to hear what they're thinking. I love listening to them. Oh, my gosh. Thank you guys so much for coming on here and sharing your journey with us. 
Hang on. I know I'm supposed to actually read something to close this up. But I just wanted to speak from my heart because to hear your journeys and to hear about your two kids has just been, really, an amazing privilege. And I'm hoping that anybody tuning in will take a lot of what you talked about-- and hopefully they already are --and bring it to their students. 
So thank you for sharing this important topic. We so much appreciate it. And we thank all our participants for joining us today. And we hope that everyone has found this webinar to be informative and hope you all join us for future webinars. 
BURJU SARI: Thank you, Peg. 
LACEY SMITH: Thank you, Peg. 
PEG PALMER: Thank you, guys. 
