Classroom Adjustments: Spina bifida

	Speaker
	Timecode
	Content

	Katie Kligerman:
	00:00
	We do a lot of moving like marching and he did always struggle a bit with keeping rhythm and having that sense of timing with movement, particularly with skipping and the persevering, keep trying all the time and then to be able to nearly jump the rope and then to be able to jump the rope sometimes and then most of the time and then work up to the point where he could run in and jump a couple of times and run out of the rope. And that was a big moment. Like I nearly cried, the aide and I, we were turning the rope together and just looking at each other like, "oh my God, that was amazing!" It's incredible to see what people can do with the right supports.

	Serpil Senelmis:
	00:42
	That's primary school teacher Katie, reminiscing about a student in her class who has spina bifida.

	Serpil Senelmis:
	00:49
	Hi, I'm Serpil Senelmis and this podcast is part of an NCCD portal series. In this episode we'll discuss some adjustments that could be made in the classroom to enable students with spina bifida to participate on the same basis as their peers. Katie's got some effective classroom adjustments to share and we'll get some insights from a paediatrician at the Royal Children's Hospital Melbourne who's specializing in spina bifida. I'll also introduced you to Josh, a year five student who has spina bifida, and his mom Sue.

	Dr Catherine 
Marraffa:
	01:30
	My name's Catherine Marraffa. I'm a paediatrician and I work in the Department of Neurodevelopment and Disability where I'm the Deputy Director and one of my roles is to see children in the spina bifida clinic. It's a condition that occurs very early in the pregnancy, often before the mother even knows she's pregnant and it's a congenital abnormality of the spine and the brain. But predominantly the findings are that the baby is born with a lump on its back, that's often these days diagnosed early. But it's a condition that affects many aspects of the child's life, predominantly the motor aspect, but also the bladder and bowel and it can have implications for learning and there are many varieties and there are many degrees of severity of spina bifida.

	Serpil Senelmis:
	02:32
	Let's talk about the implications for learning. What are some of the challenges likely to be for a student with spina bifida?

	Dr Catherine 
Marraffa:
	02:41
	So spina bifida can affect the part of the brain that is involved in what we call higher executive functioning. Those include tasks like being able to plan, being able to attend, being able to organize yourself and having good short term memory, that becomes more important in secondary school than in primary school. The bigger challenges really for participation in school are to do with the continence issues and mobility issues.

	Serpil Senelmis:
	03:16
	We'll go into that continence issue in more detail shortly. But for the moment, let's focus on the executive functioning issues and what adjustments can be made.

	Dr Catherine 
Marraffa:
	03:28
	There was a young girl who every day would struggle to remember how to get the combination lock off her locker because she couldn't remember the code, which made teachers very confused because they couldn't understand how she could do it on one day and not on the next. And the simplest solution to that was to give her a different lock with a key. So I think it has to be individualized and you do need to look at the specific child, but generally the types of approaches are to have different coloured folders, to break down the work into smaller bits, to check in with the child to ensure that they've understood the first step. Organizational things like not expecting that the child's necessarily going to remember what they need to bring to class. They may do, but if they don't, it's usually not because they're doing it on purpose and so it may be that separate copies of work books at home versus at school should be available.

	Dr Catherine 
Marraffa:
	04:34
	It's very different now with the technology that's available and theoretically it should make it easier, but equally I think there can be overload when you've got technology that allows you to do multitasking and all those things that are bad for all of us, but particularly if you've got the cognitive profile of a child with spina bifida,

	Serpil Senelmis:
	04:59
	The important thing is to support students with their organization and that can be done with little to no technology.

	Dr Catherine 
Marraffa:
	05:07
	Sometimes it is having strategies such as a checklist or a tick box that the child needs to go through to remember what they need to do for that lesson. And often it's small amounts of information repeated over and over again.

	Katie Kligerman:
	05:30
	Hi, my name's Katie Kligerman and I'm a primary school teacher and the child that I have is sometimes in a wheelchair so there can be difficulty with how the classroom is set out. So when he's in the wheelchair we have to sometimes adjust the furniture so that he's got that accessibility and we want him to be able to do that independently. If they're mobile, it's a little bit easier physically in the classroom to move around, but even sitting on the floor or definitely need the right chair to sit on and maybe some support sitting at a desk, having the right height with a desk.

	Katie Kligerman:
	06:07
	Because movement is limited, I think it takes a lot longer to build up the skills, the gross and fine motor skills. So we did movement every day in the classroom to help facilitate that because you've got to work at things to build up skills. So we would skip every morning or do other big movements, sometimes things that are a little bit like brain gym, so rocking on the floor and rolling, doing marching and that child's had that facilitated with the class from prep all the way through. And I think that having that constant daily movement is something that's been really helpful.

	Serpil Senelmis:
	06:51
	So you're not singling out the student with spina bifida, your involving the entire class in these brain gyms so they're all getting the movement as well?

	Katie Kligerman:
	06:58
	Definitely because everybody needs it anyway and you've always got more than one child with needs, and movement especially in the early years, is what helps out learning anyway.

	Sue:
	07:08
	Hi, my name's Sue and my son Josh has spina bifida. Well there's the obvious physical differences. So his lower legs are affected and he wears orthotics braces, which are there to strengthen his legs but they also immobilize his ankles. So his gait is really affected. It affects his bladder and bowel. Also in his lower limbs, it affects the sensation. We can often find him with cuts and things on his face that he is not aware of. Doesn't know how they got there. And there's also executive functioning involvement, which is still making itself known. Planning, motivation, organizing, keeping track of things. You could tell Josh a story one day and he will tell it back to you, word for word pretty much the next day. But when you're giving him instructions, like I gave him three instructions the other morning went, "Stop! I can't remember."

	Sue:
	08:22
	So things really need to be broken down for him. At home, I will either just give him one task and then he has to come back and get the next one. That's what I used to do, but I think he actually needs to have a bit more autonomy now. So I'll give him a list and then he can tick things off or cross things off as he goes. And that seems to work quite well. But he still needs reminding to stay on task.

	Josh:
	08:57
	Hi, my name's Josh and I'm in year five.

	Serpil Senelmis:
	09:02
	How would you describe spina bifida to me?

	Josh:
	09:05
	Annoying sometimes.

	Serpil Senelmis:
	09:07
	And why is it annoying?

	Josh:
	09:08
	Because sometimes you don't get to do what you want.

	Serpil Senelmis:
	09:15
	And what is it that you want to do and you can't do?

	Josh:
	09:20
	I don't know. A lot of stuff.

	Serpil Senelmis:
	09:22
	Give me one example.

	Josh:
	09:24
	Probably riding a unicycle.

	Serpil Senelmis:
	09:29
	Could you tell me a little bit more about generally how spina bifida affects you at school?

	Josh:
	09:35
	A can't run as fast. Yeah, that's about it.

	Serpil Senelmis:
	09:53
	In an education context, what would be some of the greatest challenges that Josh has?

	Sue:
	10:00
	Sometimes it's about starting the project, but sometimes he'll start with so much fine detail, not being able to see the bigger picture or finding the bigger picture and planning accordingly to get the whole task done, not just a part of a task. I think getting thoughts onto paper can be really tricky and Josh has beautiful, very careful handwriting, but I think it takes a lot of effort. It's about completing the work because it takes so much effort to do it. Just organizing his thoughts and then the physical thing of actually writing them just takes a long time.

	Serpil Senelmis:
	10:45
	And when it comes to adjustments in the classroom to support Josh, his mom, Sue has found that the most effective changes come from a more flexible approach to that beautiful handwriting.

	Sue:
	10:57
	Well, a good one has been the homework task that has been modified. So he still has to do the same content as everybody else, but not as much writing and that comes across as a fair compromise. He's still got to do the work, but we recognize that this work is really taxing and so we'll just do a bit less. We've just had a student support group meeting and we've started talking about Josh learning to touch type. We think it's really important for him to maintain practicing his handwriting and performing handwriting. We certainly don't want to lose that, but we do think that in the long run that's going to be something will be valuable and beneficial.

	Dr Catherine 
Marraffa:
	11:56
	Yes, it is important for children to be able to do handwriting, but we are so lucky now. We have amazing technology, which means that if it's too physically exhausting and tiring for a child to be able to write, particularly in the later years of school when you do need to produce a lot more, we have excellent keyboards that can be modified and used by children. And my view is there is only so much practice that helps you to become more efficient, and if you have a physical disability that involves the upper limbs, including the small muscles of your hands, no amount of weight training will improve that. And so I think looking for alternative technologies to assist is important.

	Katie Kligerman:
	12:46
	That's an issue for the child in my class and this year he's ended up with really beautiful handwriting

	Serpil Senelmis:
	12:52
	And that might be down to some of the creative techniques that teacher Katie uses to enhance fine motor skills.

	Katie Kligerman:
	12:59
	The children do craft weekly, so that really works on the fine motor skills [for us 00:00:13:04] like finger knitting and learning to sew and knit and crochet, so using your fingers in different ways. And then we do a lot of artwork too, which again is using that grip. It's a little bit different to the pencil grip that you're going to use writing, but just building up the strength and the manipulation in the fingers with a paintbrush and with pencils or crayons. With the writing, the thing that we do to help the most is adjust the amount of work. Another thing that helped was to have writing written down and next to the child at their desk and then work towards copying off the board. You know that constant looking up and down can take up time. So when it's right there next to you, you can really focus on what you need to do. I think we need the combination of hands on supports as well as technological tools, and then looking at what's age appropriate too.

	Serpil Senelmis:
	14:02
	But when classwork does involve the board, the student with spina bifida in primary school teacher Katie's class has found it helpful to have priority seating.

	Katie Kligerman:
	14:12
	We are selective with where the child sits, so they're always front and centre and we'll, because it's not always nice to be the one child that always has to sit at the front of the classroom, so depending on the work that we're doing, we might adjust that. If we're doing work that isn't heavily off the board, we'll move him so that he can sit somewhere else within the class. But yeah, when it's heavy board work, we make sure that he's front and centre.

	Serpil Senelmis:
	14:38
	Dr. Marraffa also recommends looking at the physical space in the classroom as a great place to start with adjustments.

	Dr Catherine 
Marraffa:
	14:46
	I guess we talk about things like flat surfaces, lack of stairs, sufficient space for the child to mobilize. It depends a little bit on the degree of mobility. If they're totally wheelchair dependent, they may actually be able to manoeuvre in their wheelchair themselves, but many of them who have the more severe end of spina bifida will have a motorized wheelchair. So I guess the simple things like ensuring that the wheelchair fits under a desk or that the child's table on the wheelchair is sufficiently flat and indeed it may be that they're better with a tilted table.

	Sue:
	15:36
	In the classroom Josh was fairly okay. He walks independently. After surgery, he might be in a wheelchair for six weeks so the classroom has to be big enough that he can manage to get around in it. I guess some things are trip hazards for him and he can be unsteady on his feet.

	Serpil Senelmis:
	15:59
	For Josh, that unsteadiness comes from the effect of spina bifida on his lower legs and orthotic braces, but he won't let that stop him from playing sports.

	Sue:
	16:09
	He really pushes his body. So because he wears the orthotics and his ankles are fixed in that position, he can't technically jump. If you try and jump, you bend your knees and you got to have something to sort of launch you off the ground.

	Serpil Senelmis:
	16:27
	Otherwise you're like a stiff rock almost.

	Sue:
	16:29
	Yeah and you can't, but he can. It's just determination. And people used to say to me, "Oh, you're such an amazing mother. You know, you let him do all these things and you help him." I don't. He just does them.

	Dr Catherine 
Marraffa::
	16:45
	There are other types of activities that the child can engage in that include weight training for example. Weights can be very helpful. Things like yoga and other activities that may not be so much sport related but are alternatives during the sporting period can be wonderful.

	Serpil Senelmis:
	17:11
	Tell me what skills are required to be a really good goalkeeper.

	Josh:
	17:16
	Probably diving on the ball if you can, going for the ball and also don't have your legs apart.

	Serpil Senelmis:
	17:25
	Good tip because why?

	Josh:
	17:26
	It can go through your legs.

	Serpil Senelmis:
	17:39
	Josh sounds like he's unstoppable and a great goalkeeper to boot. However, he and his mom are also careful about injuries that he can sustain without even feeling them. Dr. Marraffa sums up some of the risks.

	Dr Catherine 
Marraffa:
	17:55
	They can have fragile bones, but it's not particularly a big issue. What's more of an issue is the risk of developing pressure areas and skin breakdown because they don't feel pain or heat or temperature. And so we encourage children to always wear shoes and socks and to avoid sitting on hot seats or metal seats because they won't feel a burning.

	Serpil Senelmis:
	18:25
	Okay, so we've looked at the physical environment in the classroom, executive function, and difficulty with fine motor skills like handwriting. Yet the greatest daily challenge for most students with spina bifida is incontinence.

	Dr Catherine 
Marraffa:
	18:40
	[bookmark: _GoBack]This is the biggest issue for most children with spina bifida. Even if they are independently mobile and in fact it can be a bigger issue for the children who are not in a wheelchair but can have significant bladder and bowel incontinence. There will be accidents, there's no doubt. It's a little simpler if there is a known neurogenic bladder, which means the bladder is not able to function to empty itself properly. But it can be something that changes over time. So a child can present in prep grade who looks like their continent, and in fact, I've seen a little one recently where over time the bladder changes and it becomes important then for the catheterization to be introduced. Children often don't remember. So we use other things like Wobl watches that remind children by vibrating that they need to go. But usually there's an integration aide who can help with that.

	Serpil Senelmis:
	19:42
	So in a nutshell, the teacher should really be having scheduled bathroom breaks for a student with the spina bifida?

	Dr Catherine 
Marraffa:
	19:49
	We tend to try and encourage the schools to do it at playtime and lunchtime at the beginning if possible. And trying to make it as efficient as possible so the child doesn't miss out too much. But equally if a child in the middle of class puts their hand up, then we would encourage teachers not to use the usual rules, which you've already had lunchtime and playtime and to allow them to go.

	Katie Kligerman:
	20:18
	If there's something going on and the child needs to go and tend to their personal needs, we're very subtle with reminding, but not in a like very secretive way too. Yeah, it doesn't need to be a secret, but we don't want to always draw our attention to what's going on and we make sure that that's in line as much as we can with the school day so that he's not missing out on too much class time too.

	Serpil Senelmis:
	20:43
	Of course that works well in primary school, but in high school bathroom breaks can also present other challenges.

	Dr Catherine 
Marraffa:
	20:50
	It's more about the lack of having one teacher and so if every different teacher in every different class has no knowledge of what that child's needs are, that can cause huge problems.

	Serpil Senelmis:
	21:05
	As a paediatrician, one of things that Dr. Marraffa is acutely aware of is the impact that medical attention can have on the education of students with spina bifida.

	Dr Catherine 
Marraffa:
	21:17
	The fact that these children have so many medical appointments and we know that even for a child who doesn't appear to have very complex spina bifida, they will often have a medical appointment once a fortnight, as well as the cognitive challenges, there is much time missed from the day to day schoolwork.

	Serpil Senelmis:
	21:40
	Even with the best support strategies. Interruptions like these can have a damaging impact on the mental health of students. For this reason, Dr. Marraffa advises establishing a good relationship with the student and their parents.

	Dr Catherine 
Marraffa:
	21:54
	Often it's the simple asking the child about what might be worrying them. Having a knowledge of the child's family and environment. Having a knowledge of what other stressors there might be.

	Katie Kligerman:
	22:10
	Parents are really invaluable sources of information. If they've got some behavioural issues at all that maybe come out more at home than at school, then you know what to look out for and it's not going to be a shock if it pops up and you can get the strategies of how to deal with that from the parents. And then vice versa. If there's stuff going on at school and the parents need some help with strategies, you can share what you're doing. But I think there's got to be a level of trust and openness.

	Serpil Senelmis:
	22:45
	So recapping the main points when making adjustments in the classroom for students with spina bifida. Review the physical space, reduce reliance on handwriting, and provide support for executive functions. On a daily basis, ensure that bathroom breaks are regular and efficient. Primary school teacher Katie emphasizes that it's important for all students to feel included.

	Katie Kligerman:
	23:11
	It's great to be independent instead of feeling like, "oh, I'm not like everybody else, so I have to hide these things or quickly change them." You don't want them to have to do that in a negative way where they feel bad about themselves.

	Serpil Senelmis:
	23:25
	And with that in mind, Dr. Marraffa reminds us that every student is also an individual.

	Dr Catherine 
Marraffa:
	23:32
	Don't imagine the child is going to be like every other child with spina bifida you've read about. I think each child has their own set of needs and strengths and really treating the children as they would any other child whilst understanding the extra challenges that child will have. So I think it's difficult for teachers because there is such a broad spectrum of children with spina bifida all the way from the children who look, sound, walk and talk like any other child, but who have significant continence issues that can be very difficult for the child all the way through to the child who is totally wheelchair bound and has many medical health issues.

	Serpil Senelmis:
	24:21
	So as Josh's mom Sue says, "Your first and most important task is to get to know that individual student."

	Sue:
	24:30
	I think firstly just to get to know the child. It's helpful to read reports and definitely speak to the parents, but generally the child will show you where they're at and what they need.

	Serpil Senelmis:
	24:49
	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.

	Serpil Senelmis:
	25:07
	I'm Serpil Senelmis. Thanks for listening.

	Speaker 6:
	25:17
	This podcast is supported by the Australian government Department of Education for the Nationally Consistent Collection of Data on School Students with Disability or NCCD portal. Copyright 2019 Education Services Australia Limited unless otherwise indicated. Licensed under Creative Commons Attribution 4.0 unless otherwise indicated.
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