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Erin Shadwick [00:00:00] Hi, my name is Erin Shadwick, and I am a teacher at the Texas School for the Blind and Visually Impaired in Austin, Texas. For our time today, I am going to be sharing some strategies that I have used in my classroom to support students with CHARGE Syndrome. Now, as we all know, all students, both those who do and do not receive special education services, are unique. So these strategies will not apply to everyone. They're definitely not one size fits all. But I'm hopeful that they will at least provide you with some inspiration to start thinking outside the box on some adaptations you can make. 

[00:00:39] I know many of you are expecting to jump right into physical and environmental adaptations, but there are some other things we can do also. The first being starting with adapting our own knowledge and attitudes. So some of you may roll your eyes at this, but I still have to say it, the first thing to do is to learn about CHARGE Syndrome. Ask anyone who has any professional or personal knowledge of CHARGE Syndrome, and they'll tell you the same basic two facts. The first one is knowing one person with CHARGE Syndrome is not knowing in CHARGE Syndrome. And the second one is when you're looking at behavior, always consider pain as a factor. To elaborate, CHARGE is made up of a variety of complex characteristics, and it's a really wide spectrum. No two people with CHARGE are the same and they may not have all of the characteristics associated with CHARGE. Because of its complexity, individuals with CHARGE can display behaviors that may be challenging to navigate and understand. That is where the consideration of pain comes into play. Many individuals with CHARGE can experience frequent headaches- including migraines, abdominal pain like gas- especially if they're fed via g-tube, abdominal migraines, and a variety of other possibilities. 

[00:01:59] So now we're going to talk more about behavior. The very first thing when looking at behavior is to always remember that behavior is communication. Students are not just trying to challenge or frustrate us, they are trying to communicate something. It may be something as small as wanting another cookie to something as large as expressing pain and discomfort. To fully support students, the first step is to build a trusting relationship. Suzanne Zeedyk frequently talks about sabertooth tigers and teddy bears. Put most simply, that term describes one's ability to handle the variety of emotions that we all experience with sabertooth tigers being anxieties one must confront and teddy bears being reassurance and comfort. Before developing the ability to self-regulate especially strong emotions, people need assistance from trusted adults. We all needed assistance in the beginning. As teachers, we must also be these trusted adults. We have to spend time and effort building a strong, trusting, and empathetic relationship with our students so that we can guide them through those sabertooth moments of strong and unpleasant emotions and anxieties. And as a brief sidenote to this, don't hide your own emotions or mistakes from your students, often teachers unintentionally put themselves on a pedestal. Students start to think that teachers are never wrong or upset. That isn't healthy or helpful, and it's not true. It's just another way that students may feel different and sometimes inadequate. Doug Lemov describes creating a culture of error in the classroom. That means feeling comfortable making and discussing your mistakes. When teachers do that, in turn, their students will learn to accept and be comfortable with their mistakes because we all make mistakes. The same idea applies to emotions. Be comfortable feeling and discussing your emotions. That's not to say you can come into the classroom like a total grump, but it is OK to share that you may feel a little bit sad or frustrated sometimes. And especially in our current situation, it's OK to share that you might feel anxious or scared about what's going on in the world. That'll make your students realize that it's OK to feel anxious or scared about what's going on in the world, and after all, we are all human beings and we all feel a variety of emotions. And it's our responsibility as teachers to teach and model appropriate ways of navigating those emotions. 

[00:04:47] Now, let's talk expectations. Expectations must be consistent. Inconsistent expectations are confusing. I'm sure you can think back to a time when you were faced with inconsistent expectations and you were confused. Let's pretend that an electric bill was due on the first one month, the twenty-second the next month, the 13th, the 17th and so on, I can confidently say that my bill would never be on time. Would yours? 

[00:05:26] The same goes for classroom expectations. A student cannot learn how to participate if expectations are ever-changing. Often, teachers use redirection without an explanation to ensure your student understands and respects your expectations is to provide some information as to why you are asking them to do something or telling them no. One way to assist with this is the use of a calendar system. It can be daily, weekly, but it will help clear up when scheduled activities are happening. When a request goes beyond scheduled activities, as they often do, I try to provide brief, developmentally-appropriate explanations because I personally benefit from understanding the why of things. So I consider that my students might share that benefit. For instance, you're walking down the hallway and your student wants to explore a different classroom. Rather than just saying no or finished, provide a little bit more information. In the past, I've used things such as "that's a different classroom and right now they're busy learning." Even if your student doesn't understand every word, I would wager that they will appreciate more than a one-word response. Here's a fun thing about expectations. As your relationship with your student grows, you can increase your expectations. For example, a student in my class- my student with CHARGE Syndrome that I have right now- first started with very functional or life skills based programing. 

Erin (in Video) [00:07:10] [indecipherable] it's written. R-E-E-S. Spells Rees. Can you say reese? Rees. You do it. Rees. Rees. Are we? Yeah! D-A-V-I-D, David. Yes, that's you. K-E-L-T-O-N. Kelton. Kelton. Kelton! Yes! Nice signing Kelton's name. A-N-D-R-E-S. Andres. Andres. Andres. Yes! Nice signing your friends' names. Now [indecipherable] ready is gonna give to Kelton and Andres. First, Kelton. 

Voice on video [00:08:54] [indecipherable] [laughs] Hi. Ohhh! [laughs] [indecipherable] That'll make him happy. 

Erin (in Video) [00:09:45] David! 

Voice on video [00:10:00] [indecipherable] 

Erin (in Video) [00:10:32] Finished. Stay. Please! 

Voice on video [00:10:40] [speaks French] You want to sit in Rees' little chair? [indecipherable]. 

Erin (in Video) [00:10:49] Show you? 

Voice on video [00:10:54] That's Rees' little chair right there if you want to sit. 

Erin (in Video) [00:11:03] One go in. One. Oops. Wait. One, David. One, David. 

Voice on video [00:11:06] [indecipherable] 

Erin Shadwick [00:11:43] That was appropriate at the time. As our relationship grew, it became clear that that student was capable of much more. So the expectations were changed to include explicit academic instruction. Now, I didn't just throw a change like this at my student on a random weekday because I'd set a precedent and had to remain consistent. I found that it's best to introduce changes after a break or, at minimum, after a weekend. Even then, I try to explicitly draw attention to the change by calling it new or different. Through the intentionally-scheduled and appropriately-introduced change and expectations, that student has grown immensely in both functional and academic instruction. 

[00:12:34] Now, not all behaviors stem from strong emotions or from inconsistent expectations. I'm going to tell you a story about addressing a behavior that challenged both myself and my colleagues. Our shared student is a fun, creative, curious, and very fast young man. Like really fast. When he first joined our school, he had a propensity to dart down the hallways and into classrooms, typically those that we did not intend to enter. When immediate redirection was attempted, he often became very upset. During those times, it was best to let him explore a little bit and then redirect him. As the school became less novel, his spontaneous exploration became less frequent. This was not true, however, when we went to unfamiliar buildings. Finally, I had a eureka moment. Honestly, it should have been immediately clear to me, but I have to admit it took some time. For those of us with full use of our distance senses and the concept development that comes from repeated experiences, the layout and use of buildings is fairly clear. For students like mine with a dual sensory impairment, that building is a mystery. So rather than trying to use body positioning and redirection, I tried simply explaining that now we had a scheduled activity and couldn't explore and then provided a brief description of the building. So, for example, I told him that we were in an office building with offices, phones, and computers: two things that he's very interested in. That did the trick. We are able to move on to the activity that was scheduled. Now, I don't want to make you think that that's some sort of miracle solution because it probably won't work with every student. But my point is, when addressing behavior that may seem perplexing, consider the fact that individuals with CHARGE do not have the same access to information that we do. Then try different strategies to provide access without interrupting instruction. Now, when adapting instruction and addressing behavior, look at your student holistically. Consider every imaginable factor. In regard to behavior, if they seem to struggle around the same time each day, what might that be? It could be the activity. It could be hunger. It could be visual or auditory fatigue. It could be medication related, like the effects wearing off. It could be a number of things. So it's super important to use all of your knowledge of your student when developing an appropriate response. With instruction, hold and maintain high expectations. Just because students with CHARGE may display atypical behaviors or may not have the level of communication needed to express what they know, does not mean that they aren't capable of, well, anything. When my current student with CHARGE started in my classroom, I would not have imagined that he would be doing multiplication mentally just a few years down the road. There. I admitted that I would not have imagined it, but the important thing is that I didn't rule it out. As my student grew and I reviewed my data, I concluded that he was ready. We tried multiplication. It wasn't successful the first time. He continued to add and became frustrated, but I did not take that as inability. Rather, I needed to make some adjustments with my teaching. After those changes, we tried again and voila! Now he's learning multiplication. So the moral there is to take data, observe, reflect, and do not rule anything out. 

[00:16:31] More necessities when adapting instruction are to consider student interests; student and family goals; current ability and the next step- which is also known as Vygotsky Zone of proximal development; and the student's visual, auditory, and motor skills. Think creatively about how to infuse the Expanded Core Curriculum and other functional skills into academic skills when providing instruction and when writing IEP goals. Here's an example, and this is one of my favorite IEP goals I've ever written. As a note, my students math skills surpass those in the goal, but they're developed through explicit instruction and not addressed within this goal. The true goal of this goal, if you will, is the functional application. So applying it to real life in a meaningful way. This student loves exploring stores and his mom expressed interest in increasing his independence so that she could more efficiently gather the items on her list. Thus, this goal was born. By February 2021, given explicit instruction using print, sign language, and speech and a consistent staff member in a consistent location, the student will recognize one-digit numerals- zero through nine- in a functional context to independently locate the correct aisle in the grocery store and obtain the correct number of items on the list before returning to the cart in at least three out of four opportunities. 

[00:18:09] So let's break that goal down. OK, here's where we're going to break down our goal. We'll start with state standards. There they are right here, highlighted in red. Those are the TEKS in Texas. Then we've got our family input, our goals for them. Remember that mom wanted our student to become more independent in the grocery store so she can be more efficient. And then we're going to look at our functional applications, so we put the word in a functional context, and that's a grocery store. And then our ECC skills we have got sensory efficiency. We've got compensatory skills and we've got independent living skills because this is grocery shopping. There it is. 

[00:18:53] So in that example, you can clearly see the inclusion of student interest, state standards, functional application aligned with the ECC, and family goals. When writing goals for your students, use their interests, gather information from their family, and use your data to determine critical needs, those that are most important and the next steps to take. Also, as with my math example, always remember that you can provide instruction beyond a student's IEP goals. When providing instruction, make sure that your student has equitable- not equal- access to the information. That means provide everything necessary within means for your student to reach the same level of understanding as their classmates. McGraw Hill has a great little graphic to illustrate this. Here it is. 

[00:20:03] Unless your student has strong auditory and/or reading skills, one-on-one instruction is typically the way to go. Some students with CHARGE will need an intervener for the entire school day. Those with more basic sign language skills may be effectively taught by a teacher or paraprofessional. Some may need a combination. And as teachers, it's important for us to know, accept, and admit our limitations. For example, most instruction in my classroom can be effectively taught by myself and my paraprofessionals. But we will soon begin reading a new young adult novel. I know and accept that I do not have the necessary sign language skills to provide equitable access to this content for my student with CHARGE. Sure, I could come up with the sign language to communicate the main ideas, but that doesn't provide the same full experience that my other students will get and that I want him to have. So I requested someone to interpret the story. Again, I recognized, accepted, and admitted my limitations because it's OK to ask for help. 

[00:21:16] All right, now that we have talked about adaptations in our attitudes, our knowledge, and instruction, we are on to some physical and environmental adaptations. Now, you've likely all heard about preferential seating to increase visual and auditory access. So I'm going to skip over that and just go over some less talked about changes. 

[00:21:41] Now, I know that limited school and classroom budget can be a daunting barrier to providing individualized environmental adaptations, particularly for students with low incidence disabilities and especially for those in which there's not a lot of research. A lot of products designed for this population carry a very hefty price tag, but realistically there are ways to include students even with more significant disabilities that are simple and cost-effective. If you're like me, you spend countless hours- a lot of your free time- just browsing the Internet and all it has to offer. If you set your focus to classroom adaptations, you can find all sorts of hidden gems. 

[00:22:28] Let's start with seating. Typical classrooms have uniform seating. Every student's spot is the exact same. 

[00:24:25] Think about classrooms that you've experienced either as a teacher or as a student. It's very likely that each student was given the same workspace. That technically is equality, but successful seating for students with CHARGE Syndrome may look significantly different than their classmates, and some people may struggle with that. But why should that be a problem? It shouldn't. Like we discussed earlier, inclusion should not be about equality, which in this case is uniformity. It should be about equity or doing whatever is necessary within your means to provide each student the same level of access to instruction. I am a big fan of David Brown and his wealth of information on the forgotten, proprioceptive, and vestibular senses. Prior to attending his sessions at several different conferences, I knew nothing about these senses. When I say nothing, I mean nothing. I had never even heard of them. So thank you to David Brown for teaching me how to better teach my students. Students with proprioceptive and vestibular needs have difficulty feeling safe and secure in more typical positions, so they often position themselves in ways that may look strange. Like this. 

[00:26:04] These positions give them more points of contact, which increases their security. Through professional development units on the effects of trauma and poverty on student learning, I have learned that students cannot learn if they feel unsafe. Typically, those professional development units focus on trauma and stress, such as homelessness or abuse. But it applies to our students too. Instructionally, our students with CHARGE syndrome and proprioceptive and vestibular needs will have more difficulty focusing on the objective of a lesson if they do not feel physically secure. So to reiterate: flexible, individualized seating to meet students' proprioceptive and vestibular needs is a sensory need for these students. It is not simply a preference. 

[00:27:01] Here's an example of an early math lesson that I taught in typical seating. 

David (in video) [00:27:10] [high-pitched sound]. 

Erin (in Video) [00:27:10] Ten.  Ten. 

David (in video) [00:27:11] [high-pitched sound] 

Erin (in Video) [00:27:52] Ten. Yep. Now equals what? 

David (in video) [00:28:01] [high-pitched sound] 

Erin (in Video) [00:28:20] Eleven.  Yeah! Eleven! Ten. Ten plus one.  Equals eleven.

David (in video) [00:28:28] [high-pitched sound]. 

Erin (in Video) [00:28:28] Yay, David! 

Erin Shadwick [00:28:33] He seemed kind of frustrated. He was vocalizing in a way that didn't particularly sound happy and his face kind of spoke to some frustration. Kind of a scowl on his face. So some of his frustration could have actually just come from math. I think we've all been there, most of us. It occurred to me that the seating was not conducive to feelings of security. So we changed the seating. And here's an example of a recent lesson. 

Erin (in Video) [00:29:08] Next, three times two equals... Six! Yes, you're right! Three times two equals six! Yes! Yay, David! 

David (in video) [00:29:26] [makes a sound]. 

Erin (in Video) [00:29:27] Three more and then finished. Next: three times three equals... Nine! Yes! Yay, David! 12, yes, you're right. Three times four equals 12? Yes. 15, yes, your right. Three times five equals 15. Yes!

Erin Shadwick [00:30:20] Now, do I love getting up and down from the floor repeatedly throughout the day? Not particularly, but the goal is to provide equitable access to instruction. So if my student feels safe and secure and ready to learn on the floor, then I'm going to be teaching on the floor. To increase the general feelings of inclusion among their peers, when we're using a projector or TV screen during group instruction, we use the same beanbag chairs for all of our students so that they are all on the same level. 

[00:31:08] They provide a comfortable and secure learning environment to meet our student-with-CHARGE's proprioceptive and vestibular needs, and the other students like them because they're pretty cozy. And the big plus side to that is that particular beanbag chair cost thirty-five dollars. 

[00:31:29] Now, while I provide high-demand instruction like multiplication in the beanbag chair, low-demand activities like art or meals still take place at the desk. 

Erin (in Video) [00:32:00] There? Yes/no? There. There. 

Erin Shadwick [00:33:01] So let's talk meals for students who get their nutrition through tube-feeding. First of all, myself and my paraprofessionals have worked hard to develop mealtime inclusion through normalizing tube-feeding by responding to other students questions with simple explanations. When a student asks, "What's he doing?" we tell him that he gets his nutrition through the tube instead of eating the full meals like they do. We also have everyone eat or tube-feed at the same time, when possible. Pre-COVID we even did this at restaurants when we went out as a class. Now for what is probably my most celebrated hidden gem product that I found online. Tada! 

Erin Shadwick [00:34:55] So that is one of those products that I had no idea existed, but while reflecting on just the day to day happenings of the classroom, I realized how great some sort of stand would be. And then I wondered whether such a thing existed. I scoured the Internet and then it turns out it does exist and the company who produces them consistently makes updates. While this product is more pricey than a thirty-five dollar beanbag chair, it has been invaluable. My student now completes every step of his tube-feeding independently, from gathering his materials- from a consistent location- to wiping down his table. Although we are still working on being thorough when wiping down the table. And let's take a look. Here he is doing part of it. 

Voice on video [00:35:50] [indecipherable] 

Voice on video [00:35:57] Rooster! Cock-a-doodle-d-- 

Voice on video [00:36:18] [indecipherable] 

Erin Shadwick [00:39:23] There we go. Way to go. That is a great example of what you can find on the Internet. Now, while those were only two environmental or physical adaptations, they are major game-changers in my classroom. Like we talked about earlier, no two students with CHARGE Syndrome are the same or have the same needs. So those might not be what you're looking for. Maybe you can find additional ideas through professional groups or even Facebook groups. There are Facebook groups for CHARGE Syndrome. 

[00:40:15] There are Facebook groups for teachers of the visually impaired. 

[00:40:38] There are all sorts of important, helpful Facebook groups out there. You might have to make what your students need. I know that I have made some things for my classroom. 

[00:41:17] [loud music] 

Erin (in Video) [00:42:03] Your turn. Your turn. 

Erin (in Video) [00:43:42] Let me put you on the wifi. 

Erin (in Video) [00:43:52] Aw.

Erin Shadwick [00:43:57] Whatever you have to do, I hope that you feel inspired to think critically and creatively about what you can do to meet your students' needs and continue your arduous trek through the vastness of the Internet. 

[00:44:11] All right. Now we're going to wrap everything up. 

[00:44:14] Our bullet points. Learn about CHARGE Syndrome and your students. Build trusting relationships. Own your mistakes and your emotions. Hold high and consistent expectations, only making changes intentionally and strategically. Really consider the function of behavior: could be a request, protest, pain, access, et cetera. Look at your students holistically when addressing behavior or adapting instruction. Write awesome IEP goals with state standards, student interest, family goals, ECC skills, and the functional application to the real world. Know, accept, and admit your limitations. It's OK that we can't do it all and it's OK to ask for help. In a lot of cases it's a good thing. Provide equitable access to instruction. That can be through language, that can be through environmental adaptations. And then be creative. It's really important to be creative in the classroom. When you take the time to develop individualized adaptations to make students feel emotionally and physically secure, the speed and depth of their growth is awe-inspiring. I hope you leave this session feeling jazzed up and ready to adapt. 

[00:45:48] Now you can find additional information on most of what I mentioned on the Internet. Just make sure to double check your sources. But here are just a few suggestions for more information. For more information on CHARGE Syndrome, I would recommend visiting chargesyndrome.org. There are no hyphens. Just chargesyndrome.org. 

[00:46:20] For more information on attachment, including sabertooth tigers and teddy bears, you can visit suzannezeedyk.com. That's s-u-z-a-n-n-e-z-e-e-d-y-k dot com. 

[00:46:53] For more information on the proprioceptive and vestibular senses, plus information on behavior in individuals with CHARGE, I'd recommend a webcast by David Brown on perkinslearning.org. It's titled "CHARGE Syndrome: Sensory Processing." 

[00:47:24] If you would like a typed copy of what I said, more or less, feel free to contact me at shadwicke@tsbvi.edu. That is s-h-a-d-w-i-c-k-e at t-s-b-v-i dot edu. Thank you. 

[00:47:47] [loud music] 

[00:48:58] [indecipherable]

