


CVI Adult Panel

AMANDA LUECK: Welcome to the session, what can we learn from adults who have CVI, their priorities and challenges. This session provides an opportunity to learn about the varied experiences of CVI from the viewpoint of an international panel of adults who have the condition. 
Some panel members have had CVI since early childhood, while others acquired it later in life. Giving voice to the differences across their life experiences can provide perspective on what it's like to live with CVI into adulthood. 
As you listen to their stories, we hope that this first-hand experiential information about CVI can deepen everyone's understanding of the condition and its many effects. 
The panel evolved from a discussion group of adults who have CVI, sponsored by the Smith-Kettlewell Eye Research Institute in San Francisco under the auspices of their See Lab Group, directed by Dr. Arvind Chandna and we thank them. 
I'm Amanda Lueck, Professor Emerita of special education at San Francisco State University, and I co-facilitate the discussion group with Dr. Nicola McDowell from New Zealand. And now I'd like to introduce Dr. McDowell. Nicola. 
NICOLA MCDOWELL: Thank you, Amanda. Hello, everyone. My name is Nicola McDowell, and I'm a lecturer and researcher and blind and low vision education at Massey University in New Zealand. 
I'm also an adult with CVI, after acquiring it as a teenager. It's been an absolute privilege to co-facilitate this discussion group with Amanda and learn with and from other adults who have CVI. 
This group has actually offered us such a fantastic opportunity for me to reach out and connect with other adults around the world who also have CVI, and I look forward to sharing their experiences and hearing about their experiences that they're going to share with you today. 
For this presentation we have asked them to use a 3, 2, 1 framework. So, for this, they're going to tell us about three strategies they use that significantly help them in relation to their CVI. They're going to then tell us two areas related to their CVI that they are still trying to figure out. And then they're going to share one thing, one most important message practitioners working with children or adults with CVI, that they need to know. 
So, the first speaker we have today is Nai from America. Welcome Nai. 
SPEAKER 1: Thank you so much for the introduction. I am Nai, and I'm from Berkeley, California, and I am an adult with CVI. I had CVI from visual deprivation from untreated ocular conditions that was then made worse through head trauma and brain injury. 
And my three takeaways are that the strategies that I use to significantly help me day to day, first and foremost, I have to give it to my white cane. And I know that may sound insignificant for a panel of blind specialists for where that's a given, but oftentimes it's more controversial among CVI'ers about whether they deserve to use the white cane, or whether they're blind enough for the white cane. 
So, I definitely want to give a huge shout out to my white cane, which allows me to travel independently beyond what I ever could have before when I was trying to rely on visual techniques. It gives me tactile information, and kinesthetic information, and allows me to log routes kineshthetically. 
Before I used to get lost just one block of trying to take a left or right, and with my white cane I've been able to walk routes as long as 5 miles or 10 miles and remember the right turns and all of that because of the information the White cane gives me. 
The second strategy is that I am entirely Braille dependent for reading and writing. I am at a point where I wouldn't be able to access print anyway, but I do wish I had had Braille when I had the perfect acuity to technically see print, because it was such a demand cognitively on my brain to try to understand it that it usurped all cognitive ability to do anything else, such as following the content of what I'm reading. 
So, I use Braille every day for work. I use it in every language that I use spoken as well. And it's such a game changer to have Braille technology and hard copy Braille. I'm fortunate to work at a blindness agency where Braille is easily accessible and is built into the environment. 
The third strategy that I use that significantly helps me day to day is in general, what I would call non visual techniques. Whether it's chopping vegetables and using my own fingers as a guide to make sure that I don't slice my own fingertip. 
I use all of the same tools and techniques that are taught in rehab classes to the ocular blind and find that they're extremely helpful and useful for me, and have given me a level of independence that I otherwise never could have had if I was still trying to make vision work as I was growing up before I had access to these services. 
The two areas related to my CVI that I'm still trying to figure out include first, maps. I have access to wonderful, high quality, tactile maps. As someone who works at a lighthouse for the Blind, we have a mad labs, and they make these great tactile maps. So it's not for lack of access. 
But even when I run my fingers over the tactile, it's so hard for my brain to understand the spatial and to piece things together. It really makes me realize how much of my orientation and mobility is rooted in kinesthetic logging in my muscles and tissues, because that's the only way I access spatial. 
So I haven't figured out a way to gather spatial information from a model or a piece of paper in a way that sticks and makes sense in my brain. It turns into spaghetti in my head and I can't keep track of what was where and the relationships between salient objects. 
The second area that I'm still trying to figure out is understanding narratives when I'm reading. And at first you might wonder, how is that related to CVI, but, it's related in two ways. One is that the lifetime of effort where I was trying to just see letter by letter while my classmates were building reading comprehension skills were stolen from me. 
So, they were learning how to track the story and the characters and the plot. Meanwhile, I was just trying to make out is that a letter A or a letter E. So, only having print until age 18 threw a huge dent in my ability to understand stories and left me with a secondary learning disability. 
So I'm still trying to play catch up on that and really understand stories, not just in written material, that's in audio or Braille, but even in movies or stories that people tell me. My brain struggles to piece that together. And the other CVI related piece of that is that I can't visualize it. If I read a story, it's just words on a page. It doesn't come to life in my mind. And so it's hard for me to figure out how to compensate for that. And I still feel a lot of shame, and like I'm never going to get over that hurdle when I try to read stories. 
Now, for the third part, which is the most important message that practitioners working with children and adults need to know. I would say, the number one theme is autonomy and choice. 
In the CVI world, there are a lot of people who are either trying to help a person with CVI maximize their vision or help that person use non-visual techniques. There's often an outside goal that's being imposed on that person of what they should do, how they should cope with their CVI, or learn to function. 
And I would say that I'd like to usher in a new paradigm where we give that full choice to the person with CVI, and that includes, especially children and young adults with CVI. If you are a TVI, and O&M, AT instructor, ILS instructor, whether you're working with CVI children or adults, please, please let them decide if they want to use their vision, if they want to do non visual, if they want to go back and forth, or use both, let them decide. 
Even a young child will naturally gravitate towards one way or another, in one moment to the next, based on what their brain needs in that moment. And it will happen naturally. They'll either be tactile, curious, and search tactically, or they'll be visually curious and search visually, or both, or what have you. 
So please give them that freedom to choose what works best for their brain in that moment with all the factors, internal and external, that are happening. Only that individual can know what they need, and they need that latitude. So please refrain from pushing one or the other on the individual and let them choose to do that on their own. 

Those are my 3, 2, 1 strategies, areas I'm figuring out, and hopefully my message will resonate with others as well. 
NICOLA MCDOWELL: Thank you so much Nai. That was a really important insights and such a really important message. Thank you very much for sharing with us. Over to you Amanda. 
AMANDA LUECK: I'm going to introduce next, Dijana, from Australia. 
DIJANA: Thank you for having me. My name is Dijana, and I'm from Australia. And I'll just present now the three strategies that I use in relation to my CVI. 
When I'm out and about I tend to avoid very busy, crowded, and noisy venues or places wherever possible. The strategies I use are, I either shop online. Thanks to COVID it's made it a lot easier. Or I physically go late night shopping or early in the morning, where I know there will be less traffic, less noise, and it won't be as busy. 
This is to minimize the distraction, the noise, and things that make visual and higher order processing harder for me to understand when I am out and about. 
The second strategy is for grocery shopping. When I have to go grocery shopping, I find these are challenges I have to map out, where categories are located within the supermarket floor plan. Once I have established my mental map, I then have to map out where the items I need are located within that category. 
And this can be very overwhelming when I find myself staring at a very large, long, and tall supermarket shelf, that all almost resembles the colors of Joseph and the Amazing Technicolor Dreamcoat, making it impossible to see the different shapes, and colors, and writing of each product, not to mention what the product is. 
So, I find shopping, in general, particularly in a supermarket, very stressful, very overwhelming, and there have been times where I've stood in front of the supermarket shelf trying to search for my product and I have just broken down in tears. Trying to find products within these categories is tricky, as it will take me several minutes, if not more, to locate the item I need. 
So, as I am quietly trying to search for my item my mind is also mapping out this category for future reference to become familiar. Most of the items in each category however, wishful thinking this is. So it just takes me quite some time. 
A decluttering strategy. I work very hard to declutter my environment. I find it easier to find things in my home, especially in the pantry. I find by grouping items together and placing them in plastic containers in my pantry easier to manage. 
This way, I have mapped out where the items in my pantry are, and this of course spares me some visual processing energy as I have conditioned my brain to find these items in a way I have organized them initially. I am unaware that I do these things as I am on autopilot. So, to me my brain has automatically compensated to declutter where possible to make my life manageable. 
I increase the size of the fonts on my PC and phone, so it looks less crowded and less busy, and I'm able to take in the information I read a lot easier. Driving strategy. When driving, I approach an intersection having to turn right. I always wait for the traffic lights to turn Amber. It is at this juncture, the chance of oncoming vehicles to pass through the intersection are very slim. So this is my cue to myself to proceed forward and turn right. 
Another strategy I use whilst reversing, is if I am reverse parking on the street, I look at the reflection of the shop window to judge how far back I can reverse. This gives me a sense of perspective, where my car is in relation to potential other obstacles, including the car behind me. 
Two areas related to my CVI that I'm still trying to figure out. I'm still trying to figure out my CVI as a whole. I have not had the necessary intervention to help me understand my CVI and how it affects my mental, emotional, and physical being. Early intervention could have assisted me in developing strategies that could have better helped me manage day to day activities and gain meaningful employment. 
I have become accustomed to not realizing what strategies I use to compensate for my CVI as I perform these strategies unconsciously and automatically. I have not had the opportunity to sit with a health practitioner familiar with CVI that could diagnose my CVI at a much earlier age. I have struggled with CVI, without any support, for all of my life up until recently. 
I'm very passionate about getting CVI out in the public domain, and for CVI to be better understood and recognized. This would enable earlier diagnosis and would prevent children from being misdiagnosed and not understood. 
The one most important message to practitioners working with children and adults with CVI, I believe need to know, children with CVI will grow into adults with CVI. If these children are not diagnosed on time, and rehabilitation or habilitation is offered, or assistance and help or intervention shortly thereafter their diagnosis, these children will have much difficulty navigating their way through life as young children, as young teenagers, and young adults. 
Regardless of how strange some symptoms may sound, children and adults may appear to you in relation to their CVI, be sure that in the world of CVI'ers, they know what they are trying to convey despite the whole message may not come across as fluid as you may like or understand. 
Please do not dismiss them due to a lack of misunderstanding or training, but be patient and stop so you can actively listen and hear these big or little people. Your judgment may have a profound effect on these people and this is the last presumption they need. 
CVI can lead an adult person into the depth of darkness just as they are trying to stay afloat. In my case, it has left a hole in my life and identity. As understanding the visual world in part integrates a big part of your identity, and how you relate to the world and people within touching every aspect of their life. And unfortunately, CVI leaves no stone unturned. Thank you. 
AMANDA LUECK: Thank you Dijana, that was lovely. And so was Nai's presentation. So, we'll move on now to Nicola. 
NICOLA MCDOWELL: Thank you, Amanda. And now, I have the pleasure of introducing Rafael from Australia. And he's going to share his story with us. Thank you, Rafael. 
RAFAEL: Thanks, Nicola. Hi, everyone. My name's Rafael. I live in Sydney, Australia and I have lived with cerebral vision impairment, CVI, since early childhood, but have only recently discovered my condition in my early adulthood. 
So, for me, this is a recent discovery. And at this point I'm now learning more about how CVI affects me. And I'm hoping that one day I'll receive a formal diagnosis and some more support. 
So, to begin with, with relation to my three strategies. One strategy I use is to virtually drop landmarks every 5 meters whenever I'm going around. I named this the Hansel and Gretel method. 
So, I focus on one salient landmark that is nearest to me, walk around 5 meters, turn my head to trace my steps, and then move on to find another landmark. 
I then connect all the landmarks I have found and create a map in my mind. I first discovered this method when I had to navigate myself at the University of California Davis campus while my dad was attending a conference. 
Another strategy I use is to do a trip preview or simulation before I go to any unfamiliar place for an extended period of time. So, I named this method the Zoom method, where I'd Zoom in and out of each landmark to familiarize myself. 
This may be time consuming, but it saves me a lot of time and it saves me a lot from experiencing a CVI meltdown. This is to screen out all the clutter and focus my attention on any landmarks that are useful for my orientation. 
I use Google Maps to check my destinations and see it's bird's eye view first. I then drop a pin mark to see my destination in Street View. I then turn my cursor around in a 360 degree angle to spot any landmarks that stand out to me. | Zoom out back to the map and repeat the process. 
One example of when I used this strategy is when I was planning for a solo trip to Brisbane, Queensland, where advanced planning and practice made it easier and less stressful for me to navigate the city and overall, enjoy my time there when I actually arrived. 
And my third strategy relates to time management. Time, in the CVI world, is cluttered with many different events. So, when I was younger, I didn't know where to start my tasks and when to finish them. I would often just stare at a sheet of paper with text all over and wouldn't know what to do. So the world was chaotic for me. 
Recently, my manager at work, who was also a mentor to me, introduced me to creating a timeline. Now this helps me to know what my priorities are, while also at the same time focusing on one task at a time. 
In relation to two areas related to how I'm figuring out my CVI, one of the two most important areas I am still trying to figure out is building and maintaining social relationships. Now, I have not had any close friendships because it has always been difficult for me to fit into social settings, mainly because people who don't have CVI don't really know what it's actually like to actually experience it. 
So they wouldn't understand how difficult it is for people like me to fit in any social setting. Despite this, I want to be socially active in my life. Now that I am more aware of my CVI identity, I am not afraid to share my own experiences with others. 
The second area is linked to the first area but focuses more on my social needs. So, social settings such as parties or functions are challenging for me because there is so much clutter at every corner everywhere I go. Having group conversations in these settings is twice as challenging for me as I can only focus my attention on one person at a time. 
Having multiple conversations taking place simultaneously creates extra clutter, overwhelming my brain. So the more I am learning about my CVI the more I am becoming aware of my needs. 
And the one most important message applies to not only medical practitioners or eye specialists, but to everyone in society. So, for me, CVI is only a recent discovery. And since then I am still learning more about how it affects me in my day to day life. 
I now know that CVI affects how I see and interpret the world, but there are so many other things about it that I am yet to find out. The most important message I want everyone to know when meeting and interacting with people living with CVI is to make an effort to learn about the condition and how it affects a person living with it. 
One way you can do this is to spend a day with someone with CVI, in person, preferably, to gain insight into how that person sees and interacts with the world. Remember, a person who has had CVI since birth or early childhood, like myself, doesn't know how the same world is seen by others. And CVI is not a condition that you can learn about just by reading a textbook. You actually have to see it for yourself. 
So by knowing more about it, it will be easier for you to have a better understanding of that person's needs. CVI hasn't stopped me from living my best life, but I believe that there is more that could have been done to make life a bit easier to navigate for people like myself. 
NICOLA MCDOWELL: Thank you so much Rafael, and that really important message. I love the concept of walking a day in someone with CVI's shoes. That's really important. Thank you. Thank you Rafael. And over to you Amanda. 
AMANDA LUECK: OK. Thank you Nicola and thank you Rafael. Now I'd like to introduce Christina Roma from the United States. Take it away Christina Roma. 
CHRISTINA ROMA: Hi, everyone. My name is Christina Roma, Christina Roma, Christina Roma, I'm confusing. I'm really looking at figuring out my CVI, actually. 
So a few strategies I use that I've learned that help is just really learning to take breaks and close my eyes. And Nai referenced something about wishing she used Braille more before. 
And, yeah, I think I need to learn to do that more. I totally understand that because it's a lot of energy. So I think it does help a lot when as I'm learning more training and how to control devices not using my vision, so I'm not exhausted at the end of the day. 
And also recently I had an occupational therapist assign me some vision exercises so I could learn more about my sweet spot, and so learn more about angles, and what my vision does, and when my vision is better, and worse, when my nystagmus is greater and stuff. 
All that really helped me figure how to function and how to feel because I've had quite a few therapists say like, you know you're never going to be the same? 
I'm like, yes, I know. Stop wasting my time. I am aware I will not be the same. You're not breaking new news to me. I'm just really struggling trying to figure out how to manage and do with what is. 
So, another thing that I heard that I had to relearn is like mental maps and things being predictable. So everything in its place. Having a place, then yeah, if it isn't there it doesn't exist. 
And the same idea when I'm going to a new place, asking people for as much information as possible about it and looking up maps online, pictures online, I don't, it's not surprising and fun and stuff. 
So, for two areas that I'm figuring out is really, I know in theory, but really always I've been doing it on purpose. As I said, I know my vision isn't the same, but that doesn't mean I don't frequently drop and break cups and dishes and all of that because it's always when I lose concentration for just a second, and then I go into autopilot, and my body goes back to what used to be my vision and what it used to be like when I used to be able to do. 
And it's not the same anymore. I know that, it just doesn't quite know it yet. [AUDIO OUT] 

And so, I know I heard it mentioned the white cane. The white cane is so difficult for me to use. Not because it's complicated technology. It's just like emotionally difficult because I own a white cane. I've had one since I got one just before the pandemic because am O&M instructor suggested it for me. 
But I have such a bias and stigma toward it, and now I'm like, you know what that means. I'm like blind or something, it's really difficult for me. It's easier to use the ruby mini CCTV. Because in this time where everyone is burying their noses in the screen, it feels really normal. 
So it feels less obvious, and CVI is an invisible disability. And when I have a white cane it's suddenly known and visible. And so I'm figuring out and being more competent and such but-- 
So, given that, too, the fact that it's just not an easy topic for me. And so I really make sure that people-- it's great when you have a high IQ, but high IQ actually may be more viable. So having higher emotional intelligence, higher emotional quotient, because being tactful with what you say like, yeah you can say the same facts and such, just them with tact and be sensitive to the person you're speaking with. 
I also heard, don't assume. Everyone I meet with this same diagnosis has different specifics. So, yeah like I heard something earlier, like give options. 

Say, would you want to do this? Would you want to do that? Do you want to do that? Whichever they choose is equally fine. It's really up to them. Don't assume. 

One other thing with the high EQ was that, and not high IQ, is that it's really OK. And in fact, I kind of prefer when someone says, I don't know the answer, I'll get back to you. 
Don't make up an answer. If you don't know, my God, you're human. Cool. I respect people so much when they say, I don't know. I'm not sure. I'll work on finding the answer and getting back to you. 
When I became disabled, I have lived in quite a few different residential situations or housing environments because my family didn't know where to put me. That's understandable. I didn't know what I needed. I didn't know I'd need it. So it's fine. 
But the last thing is I just wanted to thank you for really working at trying to understand this though and strengthening your knowledge about it. And putting time aside to really work at it too. 
I always feel like I'm running out of time and I'm trying to do so many things, so I really appreciate that you're investing in this. 
AMANDA LUECK: Thank you all for participating in this panel, and thank you Nicola for co-facilitating it. We hope that the information from this panel can be used to influence the development of a more empathetic and effective services for children and adults across the lifespan. 
NICOLA MCDOWELL: Thank you Amanda. One important aspect of this group has been exploring how we all have learned to navigate the world with CVI, developing our own strategies to make life easier. And it would be wonderful to know that these strategies can also help children and other adults with CVI around the world. Thank you. 



