Classroom Adjustments: Fragile X Syndrome

	Speaker
	Timecode
	Content

	Jack Pitts:
	00:00
	I never ever look at the condition. It's the individual. The student that I've worked with, with fragile X, is incredibly unique. He's so caring and loyal and funny. Some people would find it a dark sense of humour, which can be found to go with fragile X, but it makes him unique. And regardless of what's happening during the day, it can put a smile on your face and it's the most rewarding thing.

	Serpil Senelmis:
	00:31
	That's specialist school teacher, Jack, talking about his student, Jimmy, who has fragile X syndrome. Hi, I'm Serpil Senelmis, and this podcast is part of an NCCD portal series. In this episode, we'll discuss some adjustments that can be made in the classroom to enable students with fragile X syndrome to participate on the same basis as their peers. You'll hear more from Jack and Jimmy, and I'll introduce you to his mom, Sarah, as well.

	Serpil Senelmis:
	01:07
	Beverly Kadish is an occupational therapist who specializes in fragile X syndrome. As she explains, it's a genetic condition.

	Beverley Kadish:
	01:16
	Fragile X is the most common inherited cause of intellectual disability and autism. It's quite rare in girls. 1 in about 4,000 is affected, and 1 in 3,600 boys affected. There are quite a few physical characteristics in fragile X, mainly seen in the men and the boys. They often have a prominent forehead, large ears, a long face, high arched palate, double jointedness, soft skin and flat feet. But it's often not the physical characteristics we notice most, it's that sort of intellectual disability or the autistic features that are quite striking. It's often picked up by parents when they notice their children aren't learning to speak at the same pace as others.

	Serpil Senelmis:
	02:00
	Can you talk me through the broad spectrum?

	Beverley Kadish:
	02:03
	There is quite a broad spectrum, but there's also some common things with fragile X syndrome. There's a lot of obsessive compulsive disorders, sensory processing disorders, and language delays. I guess the most crippling of all is the anxiety they all experience. A true social anxiety. They really want to be friendly. They're very lovable, have a great sense of humour, but find it hard to actually engage with others. Then they certainly have great memories, and they can remember things that you didn't even think were relevant a long time ago. And they have a sequential learning style and great computer or technology skills, which in the stone age, stands them in good stead.

	Serpil Senelmis:
	02:46
	What sort of learning challenges would a student with fragile X syndrome have in the classroom?

	Beverley Kadish:
	02:53
	I guess the most challenging issue for them in the classroom is the big noise that exists in the classroom. They are very sensitive to sensory input. They have sensory processing difficulties on some level or another. They generally don't cope in noisy environments. They don't cope when people are in too close proximity to them and when there are a lot of social expectations. So, I guess they like a calm, quiet environment where everything is very simply presented, where they aren't overloaded on an auditory, a visual, a tactile, or even an olfactory level. Simple things like teachers wearing perfume to school can make a child with fragile X feel very unsettled and have difficulty coping with the day.

	Serpil Senelmis:
	03:38
	In a practical context, one of the biggest challenges in the classroom for students with fragile X syndrome is being able to comprehend what teachers are asking of them. Jack is a teacher at a specialist school and according to him, it's not what you say, but how you say it.

	Jack Pitts:
	03:57
	There's language barriers there in regard to their understanding of what's being said of them, reading and writing difficulties. If a teacher has just written instructions on the board, the child is probably not going to understand what is being asked to them. Reading tasks. Often we find students with this condition have low reading skills, which impacts their ability to read and absorb knowledge being presented to them. Communication difficulties, the inability to express how they're feeling, what's affecting them, what's upsetting them, what's even making them happy and perhaps exhilarated within the classroom, taking them out of that optimal level of learning. They are some the challenges that I've come across.

	Serpil Senelmis:
	04:39
	What kind of adjustments would you make in the classroom to help them to communicate with the teacher?

	Jack Pitts:
	04:45
	Providing them with different forms of communication, using picture ... or we call them PECS in the classroom, to express a clear need. Someone with fragile X will be able to go and touch the PEC which says water, indicating that they need a drink of water or perhaps water is spelt around them. Something to do with water which identifies their need or concern.

	Serpil Senelmis:
	05:08
	Jack works closely with Jimmy, and as you heard at the start of this podcast episode, there's a joy in his voice when he talks about his student's achievements.

	Jack Pitts:
	05:18
	With Jimmy, I have to go back to the start before I can discuss the achievements. The boy we had five years ago, he would get to a point that he would vomit from anxiety. He would be so scared and stressed, and fret the whole time. We built a wonderful little relationship together. It started with him stealing my afternoon tea, I believe. I was coming from my first job to a second job, and I always had an orange, which you could eat on the go. It started with a piece, and by the end of our time together it would ... more often than not, Jimmy would eat my whole orange.

	Serpil Senelmis:
	05:55
	That's lovely.

	Jack Pitts:
	05:56
	Yes. Jimmy was identifying about three letters, and sometimes it would regress to none. At the end of the second year, he was achieving a 100%.

	Jimmy:
	06:09
	Hi, I'm Jimmy.

	Serpil Senelmis:
	06:12
	Do you like writing?

	Jimmy:
	06:13
	I do, I really do, I do. Yes, I do.

	Jack Pitts:
	06:15
	Do you like numeracy?

	Jimmy:
	06:20
	I do like numeracy.

	Serpil Senelmis:
	06:21
	You like numeracy?

	Jimmy:
	06:22
	Numeracy, is it?

	Sarah:
	06:34
	Hi, my name is Sarah, and my son Jimmy, has fragile X syndrome. He's super sensitive. Things, changes in routine, things that you and I might think ... sensory things don't really bother us, are really hard for Jimmy. Bright lights, noise, overcrowding, just not knowing what's going to happen next is really tricky for Jimmy. We always try our best to make sure that we can preempt what's going to happen, but obviously you can't always do that.

	Serpil Senelmis:
	07:02
	What are some of the challenges then, that fragile X syndrome creates for him in the classroom context?

	Sarah:
	07:08
	Jim really struggles academically. He is 11 years old and he's still at the stage just starting to learn to write his name and things like that. He's starting to look at some sight words and remember sight words, but things that aren't just rote learning are really, really tricky. Anything that's abstract learning for Jimmy is pretty much out of the question. School is a really tough place for him. It's great socially, but academically it's a really tough place for him. Five plus five for Jimmy means nothing, but saying hello and giving a high five means a lot. For him, it's all about the social and definitely not academic.

	Serpil Senelmis:
	07:44
	When it comes to making adjustments in the classroom to support students with fragile X syndrome, Beverly highlights the importance of routine and visual supports.

	Beverley Kadish:
	07:55
	I think the first thing that children really benefit from is visual scheduling. They have a very high level of anxiety and they manage visual information a lot better than verbal information.

	Jack Pitts:
	08:05
	If a child with fragile X understands what is expected of them, what is happening at different stages throughout the day, it's shown to reduce anxiety and stress. In the classroom, we use a visual schedule every day, which entails the child's day. This is done through writing and supported with visual pictures, showing the students what subjects, what areas of learning, when's lunch, when can we go out and kick the footie, when would be the best time to go to the toilet. This is further supported with the teacher running through these activities with all students during a morning circle learning experience, which is every morning.

	Sarah:
	08:49
	And if there's a routine, and things are done in a routine way, the same structure everyday, they really find that a lot easier. Task schedules also help them with understanding what is expected in a task. Because they're called Gestalt learners, so they learn as a whole, they like to see the whole process. If they are doing a cutting task, they need to know exactly what's involved. First they need to colour in, then they need to cut, then they need to stick it in. If we can have pictures showing them these things, they then don't go into sensory overload by the teacher giving lots and lots of verbal instructions. Things are visually presented and then they can keep referring back to them as well.

	Serpil Senelmis:
	09:28
	So, the visual cues compliment the verbal cues, and the instructions are broken down into step-by-step chunks.

	Sarah:
	09:36
	Step-by-step chunks are the best way to present instructions, although they like to see the whole and the end product as well. For instance, when they're learning to read, they don't learn well to read phonetically. So, sounding out the letters. They are much better at learning sight words and chunking things, which is a real strength that they have.

	Sarah:
	09:56
	Jimmy being Jimmy I think has always been taken us by surprise in the milestones. And each one ... we never thought that he would walk, and then eventually at two and a half, he walked. I was like, oh my goodness, here he is. I suppose our biggest one now is I always think, oh, I don't know whether he'll read. Then the other day, he just ... there was a word and he knew what it was. His sight words are pretty good. So, I suppose it's all those little things that I'm like, yeah, I think that he will get there and he will make all these little milestones. It's just in Jimmy time, and we've always called it Jimmy time.

	Jack Pitts:
	10:27
	For someone with fragile X, I would give clear, one step instructions for every step of that learning experience, running through those with the student as we go, perhaps even crossing them off as they are completed.

	Serpil Senelmis:
	10:41
	So, it's a good idea for teachers to adjust their style when delivering instructions in the classroom.

	Beverley Kadish:
	10:47
	I think they have to firstly recognize that children with fragile X syndrome take longer to process instruction, so they have to give them extra response time and not rush them through the task. Another thing that's quite beneficial is using indirect questioning. They really don't respond well when they're under pressure and somebody's asking them a direct question. So if they can give one thing at a time, that makes it a lot easier for the student. And then also if they can write down key words so that they can visually see what the focus of that lesson is and perhaps even before the lesson starts, just have key words for that lesson on the board that the student can look at, get a little bit familiar with, and then that will sort of set them up.

	Jack Pitts:
	11:30
	The number one thing I have found is repetition, repetition, repetition. We use a sign in book every day, and that student every day of the year or write their name, write their name, write their name. To assist this, we use verbal and visual pathways to assist the student in writing. If the need is there, co-active writing, where you ask the student to hop on, and they will hop on your hand whilst you are guiding the pencil, giving them the feel of where it goes, speaking through each letter. So, J, down and around, I, down and a dot. Modified pencils to assist their fine motor skills. We have stoppers at the end of our pencils which are thicker, allowing for a greater surface area with your pointer fingers.

	Beverley Kadish:
	12:18
	We try and give everybody basic handwriting skills to be able to write your name, fill in a form and that type of thing. But I think with technology available, computers and iPads are such an effective way to communicate now. There's things like voice to text where the child doesn't actually have to do any fine motor task, but yet they can get all that information down. It also offers the chance to write a paragraph and then go back and edit it by using technology. And because they're often not good at sequential tasks, this really makes things look a lot neater for them. A lot of the children don't actually have great hand function, per se, and they actually might need a modified mouse, which is not quite as sensitive as the usual mouse, to allow them to navigate and move around on the computer.

	Serpil Senelmis:
	13:07
	But another low tech approach is to give students an opportunity to explore handwriting off the page. It's something that specialist teacher Jack really enjoys too.

	Jack Pitts:
	13:20
	In your teaching, that's where you can be creative. That's where you can use sensory tactile things to improve fine motor skills, such as ... one of my favourite ones was the shaving cream, and writing in the shaving cream. Sometimes maybe even a whipped cream that you can eat it afterwards.

	Serpil Senelmis:
	13:34
	That sounds like a tasty exercise. On a more global level, adjustments to the classroom environment, seating plan and learning resources can be beneficial for students with fragile X syndrome. Beverly suggests starting by reducing the level of noise.

	Beverley Kadish:
	13:52
	Those noise cancelling headphones are very beneficial. Just blocking out all the extra noises that are going on in the environment. Stripping the walls of too much of visual information. Also, being careful when they're presenting a worksheet, that there's not too much information on that worksheet, perhaps blocking some of it out. Placement of the student in the classrooms is another important factor. We want them away from noisy things like air conditioners, heaters, doors, if there's traffic, open windows. And also generally, the middle of the classroom is not a good idea because they have too many other children around them, but rather side of the classroom, either the front or the back depending on where the door, heating, etc., is.

	Serpil Senelmis:
	14:34
	These environmental adjustments can also play a big role in reducing anxiety, which is one of the major challenges for students with fragile X syndrome. Beverly also has some particular strategies to keep anxiety at bay.

	Beverley Kadish:
	14:50
	I think the first is eye contact. We all love to make eye contact and we are very social people, but they find our contact really uncomfortable and they often have gaze avoidance. They could turn their whole head or their whole body away, which isn't an indication they don't want to interact or talk to the teacher, but they just find it really challenging. So if you can just not insist on eye contact, that will already put them a little bit more at ease. Once they start to feel more familiar with the teacher and with other people in the classroom, they often increase their level of eye contact.

	Serpil Senelmis:
	15:23
	Another effective adjustment is to empower students with fragile X syndrome to regulate their anxiety by taking a break.

	Beverley Kadish:
	15:33
	With the anxiety, it's a great skill to be able to teach the children with fragile X to recognize when they need a break and to actually give the most suitable withdrawal area. This could just be a quiet corner, a small tent, a large box, somewhere where the child can go to actually just calm down and regulate themselves, and just get their anxiety back on track. Because we have to remember that anxiety is also physiological process, so their heart rate is speeding up, they're starting to sweat, and they're actually starting to feel anxious and panicky. One cannot function at their best when they're feeling this way. So, we just also need to make it very clear that this withdrawal area is not a punishment at all.

	Serpil Senelmis:
	16:16
	You have breaks in the classroom when you're tired?

	Jimmy:
	16:17
	I do. I'm tired.

	Serpil Senelmis:
	16:20
	What do you do when you have a break?

	Jack Pitts:
	16:24
	Ask the student to identify with how they're feeling. There's no such thing as a bad emotion. If someone is sad or angry or frustrated, as a teacher, we don't see that as a bad thing. We also have a carpeted area where we've got nice big comfy cushions where a student can lay down into. That might be as simple as having a lay down and having a nap. Screaming into the cushion, building a fort, anything that they need to do with those cushions to calm down. In a specialist school setting, there are education support staff who can take that student to a preferred activity which will help them regulate their behaviour. For example, the trampoline, the library, just a lap at the school, anything like that to assist the student to return to an optimal state of learning.

	Serpil Senelmis:
	17:09
	Would you give the student the choice?

	Jack Pitts:
	17:11
	I would always give the student a choice. There will obviously become stages where it's not possible for this to happen, and that's where your behaviour management strategies will have to be put into place.

	Serpil Senelmis:
	17:27
	Jimmy will often ask the classroom aid for help.

	Jimmy:
	17:32
	I need help. I need help, Lisa.

	Serpil Senelmis:
	17:33
	You'd say, "I need help Lisa."

	Jimmy:
	17:34
	I need help, Lisa.

	Serpil Senelmis:
	17:35
	Do you put your hand up?

	Jimmy:
	17:36
	I do put my hand up, I do.

	Serpil Senelmis:
	17:39
	What do you ask for help for?

	Jimmy:
	17:42
	[bookmark: _GoBack]I say, help, help. Help me.

	Beverley Kadish:
	17:53
	That's where we would also love to have sensory tools to help them to regulate. So, those noise cancelling headphones, some beautiful textures, bubble wands, maybe some gentle music on an iPod. Those are things they can all just help reduce anxiety, and we usually say set a time limit when they go into that withdrawal area so that they know they've got a few minutes to reduce the anxiety level and then they can come back to the classroom. If you think what a bean bag is really providing, it's giving someone a feeling like they're being hugged. It's that pressure that surrounds them, and pressure is really a great calming tool for anybody with fragile X.

	Serpil Senelmis:
	18:30
	Of course, there are many times when students with fragile X syndrome struggle to regulate their anxiety, even with a breakout area. Pediatric OT, Beverly, explains that modelling calm behaviour can be effective in these circumstances.

	Beverley Kadish:
	18:48
	They are going to be impulsive, and they just need to be slowed down, spoken to quietly, and often people use co-regulation. You sort of use your calmness, your state of being, to try and bring their child down into a calmer state as well. And if they see other children behaving badly, unfortunately, they're kind of mimic that behaviour too. It's really important that they see calm, good behaviour happening.

	Serpil Senelmis:
	19:11
	Beverley talks about how one student reduced his anxiety around the school by using familiar and comforting objects.

	Beverley Kadish:
	19:20
	When he has to transition either from one room to another, like going to art or music or the library, he actually takes an object with him. So if he was going to sport, he might carry a beanbag with him. The focus then becomes on that bean bag and not on moving from one place to another.

	Jack Pitts:
	19:36
	Also, having things present in the classroom that would ease that anxiety; an interactive video on the whiteboard upon entering every day. The student I knew in particular loved the beach, so having waves splashing gently onto a nice golden sand every morning brought him in straight away, and then he went straight to his books within five minutes. That anxiety about his upcoming day no longer existed.

	Serpil Senelmis:
	20:05
	While we were sitting in Jack's classroom, we could see that in addition to his strong teaching relationship with Jimmy, Jack had a very clear line of communication with Jimmy's mom, Sarah.

	Jack Pitts:
	20:17
	During your parent-teacher interviews, we call them SSGs at this school, it's really important to discuss triggers. What brings on these undesired behaviours with the student? What brings on their anxiety? What brings on their unease? But then at the same time, identifying what makes this student happy, what makes them comfortable, what makes them safe in their learning environment? Parents are the greatest source of knowledge that a teacher can utilize, and it's incredibly important to have those conversations.

	Beverley Kadish:
	20:49
	I always think the most important thing is to prepare the teacher before that fragile X student even comes to the school. So, to have meetings before the student comes to the school, just explaining fragile X is not that common. What does fragile X mean? How is it going to affect the student and how they're different from everybody else. If they can meet the teacher before they attend the school, tell them what their particular strengths and weaknesses are and what the sensory triggers are for the student, the teacher can be so much better prepared. I would recommend that parents and teachers have a parent support group meeting at least once a term where they can really review and in depth discuss and work out what's working, what's not working, and what needs to be changed. Because these children are also very dynamic, things don't stay the same.

	Serpil Senelmis:
	21:36
	Then speaking of changes and transitions, the biggest transition is likely to be from primary school to high school. How do you prepare a student with fragile X syndrome for that big milestone?

	Beverley Kadish:
	21:47
	It's a long process of preparation. I would say takes at least a term before they go to high school to actually prepare them. They need to go to the environment they're going to be in. They need to become familiar with the different rooms. We need to work at different seating positions in each individual classroom. Things like finding their locker can often become overwhelming, and the placement of their particular lock is also really important so they're not caught up in the chaos of a corridor where everybody's trying to get their books and their bags and things out of a locker.

	Sarah:
	22:16
	It is always about relationships, so each year is going to be tricky. Each year comes with new teachers, new peers and all the rest of it. So, it's taking that time to learn to love Jimmy. He's pretty lovable, but he can be tricky. And then if that time isn't spent forming the relationship, then the bond's not there and I'm not sure how far he will progress.

	Serpil Senelmis:
	22:44
	So, just recapping. Some of the most effective adjustments for students with fragile X syndrome are routines, visual supports and management of sensory stimuli. In addition to patience and repetition, specialist schoolteacher Jack's advice is to remember that even the best intentioned adjustments won't have 100% success rate.

	Jack Pitts:
	23:08
	Sometimes it can be a learning on the fly. What works one day might not work another day. What you think will work with this student might completely not work. It's being adaptive. It's about reflective practice on your teaching. It's reflecting on your lessons, identifying what worked well, what didn't work. Was the learning objective met? Did the student achieve their success criteria? From that, that's how you adapt and you continuously grow as a teacher, and to cater for those individuals. One of the biggest hurdles for students with fragile X is dealing with their emotions and anxiety. As a teacher, take the time to talk to former teachers and to parents, discuss triggers and discuss the students' hobbies and interests. If you can provide these hobbies and interests within your learning experiences, you're going to have a positive time with that student.

	Serpil Senelmis:
	24:06
	And a final thought, Jimmy's mom, Sarah, emphasizes the importance of working closely with the student's parents.

	Sarah:
	24:14
	I think my advice as a parent would be listen to the parent, because the parent will always tell you as much as they can about their child and give you maybe some little hints as to what may or may not work. But the other thing I would always say is just spend some time with the child, get to know the child, and maybe don't worry about the title of the fragile X too much. Find out about the child first and what makes them smile, and then go from there.

	Serpil Senelmis:
	24:48
	This podcast is part of a series that highlights adjustments that can be made in the classroom to enable students with disability to access and participate in education on the same basis as their peers. You can find all episodes on the NCCD portal. I'm Serpil Senelmis, thanks for listening.

	Speaker 7:
	25:16
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