Neurodiversity in HE: the student voice

David Pollak

Neurodiversity-wise practice means good practice for all students, and can lead to reduced drop-out rates and improved student attainment. Such practice needs to be based on awareness of the range of types of student who may be enrolled on any course, and that is a prime motivator for the BRAIN.HE project. This is working on the development of a national online resource (www.brainhe.com) to support higher education students and their tutors by providing information and advice on neurodiversity in higher education. As demonstrated in the previous chapter, the student voice should play an important role in this. We are therefore in the process of interviewing students about themselves and their experience of higher education. The table below shows basic information about the students interviewed at the time of the 2005 conference (with pseudonyms):
Students interviewed for BRAIN.HE as at 13 Sept 05
	name
	age
	course
	neurodiversity

	Steve
	19
	Computer animation
	Asperger’s

	Kit
	51
	Community work
	Stroke

	Martin
	21
	Geography
	Dyslexia, dyspraxia, ADHD

	Julian
	22
	Journalism
	Asperger’s

	Sheila
	 
	Music management
	Dyslexia, dyspraxia

	Jane
	25
	PGCE
	Dyslexia, dyspraxia, dyscalculia

	Cassandra
	21
	Psychology
	Asperger’s, dyslexia

	Mike
	19
	Maths
	Asperger’s, ADHD, dyspraxia

	Barney
	18
	Classics
	Dyslexia, ADHD

	Neil
	19
	Maths
	Asperger’s

	Anna
	22
	Biology
	Dyslexia, dyspraxia

	Kelly
	22
	PGDip performance
	Dyslexia 


These students volunteered to be interviewed after staff at their university disability or learning support units informed them about the project. We are grateful to them for taking part. They are studying at seven different universities, both pre- and post-1992, in the Midlands and the South-East of England. This chapter will now report on some of the salient issues which emerged from the interviews. These are not of course presented as a definitive list of such issues; this is a ‘work in progress’ report. We have begun to post extracts from these interviews on the BRAIN.HE website.

The meanings of the labels and the assessment process

Barney had known he was dyslexic since childhood. He repeated the full version of the acronym ADHD, and said:

I didn’t really like it, because it was like being diagnosed with something – well, that was what he called it, ‘diagnosing’…… ADHD sounded like a fault, and I already had enough problems with being dyslexic.

That Educational Psychologist (EP) had explained the meaning of ADHD to Barney, but Cassandra’s memory of her EP was that he had told her she ‘had’ Asperger’s Syndrome without offering any explanation. Jane felt that the label ‘dyspraxic’ offered a meaningful explanation of the difficulties she had experienced all her life, but was less confident about dyscalculia. She expressed uncertainty as to cause and effect: was her ‘fear of numbers’ and lack of ability to use them the result of her being dyscalculic or the cause of it? 

Cassandra demonstrated the correct pronunciation of the word ‘Asperger’s,’ adding that she was half-German. Julian seemed quite at ease with the way fellow students deliberately called it ‘asparagus’ and ‘beef burgers’, although he described the final ‘s’ as a plural rather than a possessive.

Many students have to wait some months for the process of applying for the DSA to be completed. Sheila was full of praise for her university, telling us that she had seen the EP in three weeks and had received all the support she needed with the application process, including a full explanation of the EP report. Although she regarded the problems with her course as all arising from factors within herself (i.e. not from any aspects of her university’s learning and teaching approaches), Sheila saw the two labels she had as ‘an answer’ and a ‘burden lifted off my shoulders’ in terms of her self-concept. As a child, she had come to believe that she was ‘thick’ and sometimes ‘attention-seeking,’ and she felt that her parents had seen her as ‘not very clever’. Sheila’s brother was the one who was expected to go to university; she had applied without telling her parents, because at that stage she had lacked confidence.
The EP assessment process for most students involves the Wechsler Intelligence Scales, and Martin defined his overall IQ as ‘genius’. He reeled off the list of labels he had been given (see table) with what sounded like pride; his parents, various teachers and EPs had clearly helped him to regard himself as highly interesting. 

As Miles (1993) points out in respect of dyslexia, the label can represent both an explanation, a hope of support and the stigma of something being ‘wrong’. This mixture is clearly still being experienced.

Indicators of the various types of neurodiversity 
Mike and Cassandra both showed the typical Aspie trait of uncertainty as to how to behave. They were in the unfamiliar situation of being interviewed on camera by a stranger, albeit at their own university; anyone would find that a little daunting, but for someone who has actively to memorise the rules of social interaction it is potentially extra hard. It was however interesting that they both dealt with this by asking direct questions about how they were to respond; it is often by being proactive in that way that Aspies are able to deal with university (and indeed other life situations).

All the dyspraxic students spoke feelingly about issues such as dropping things and walking into door-frames. This is Anna:

In the pub, I have to hold my drink over the table all the time, because I’m liable to just let go of it….

Asked how she saw dyspraxia affecting her later in life, she said

I’ll have to get a few broken bones mended.

Regarding ADHD, Mike said:

There’s this lad in several of my Maths classes and he’s outrageously silly. I always seem to find myself sitting next to him and being silly as well. We seem to draw out the worst in each other….It’s quite hard for me to say to myself ‘go and sit over the other side of the class,’ even though I’ll be quiet if I do. I don’t like the fact that I disturb the other students.

Martin described himself as able to ‘be distracted by absolutely anything’ in a lecture, adding that for him, ADHD involved speaking at increasingly high volume and finding it hard to keep still. He believed that his constant movement meant that he needed to eat more than the average student and that this cost him much more than his peers. However, unlike Mike, Martin thought he was able to avoid disturbing other students in lectures; he kept his upper body still and moved his legs constantly under the desk.

Martin’s earliest memory of dyspraxia was of struggling to turn the pages of a book when he was five: ‘actually getting my fingers between the pages’. He had weekly training sessions at primary school, where he would do things like walking along a line and balancing on a ‘wobbly board’. He was visibly moved by the memory of finally learning to ride a bicycle, with the help of his grandfather.

Neil’s comments demonstrated an area of overlap between dyspraxia and Asperger’s, in the area of distraction. For an Aspie, everything in the immediate environment can present itself in sharp focus. In a group, he said

there are lots of distractions around you, and you can’t possibly focus on all of them, and you know that. It’s inhibiting in such a way that you can’t focus on anything. There’s too much going on, too much for you to cope with.

It was encouraging to note that all the interviewees so far have shown good levels of metacognition: they are able to reflect on the way they learn. All students need to do this, but for this group it is particularly essential. They were also developing their ability confidently to make statements such as: ‘I need to do things this way,’ which will help them in employment (see final chapter below).

Relationships with peers
Neil felt inhibited about expressing his attraction to another student, which was also a problem for Cassandra:

I don’t understand flirting – it’s so scary and horrible…. I’d rather just tell the person: “This is how I feel – deal with it!”

Cassandra went on to say that although she felt able to understand when someone was feeling sad or happy, she found it hard to deal with people who were being what she called ‘devious’. At school, she recalled, other students had thought 

“ah, we can tease her and she doesn’t know what to do” – so that made it really hard for me.

The dining hall, both at school and still to some extent at university, was a major problem area for Cassandra. At school,

the sight of a crowd of people, especially when they were wearing black, really really scared me and I don’t know why.

When she did pluck up the courage to go into the school dining hall, the conversation would be too fast for her, and she would have to try not to let anyone notice that she was ‘actually shaking the whole time’. She could never think of anything to say, and ‘just to sit there’ was a very hard thing to do. At university, there was the alternative of the College shop for lunch, which meant that the dining hall was not a compulsory experience, and hence less problematic. Cassandra had adopted the conscious strategy of going with a friend, in order to avoid the dual self-consciousness potential of sitting with a group or sitting alone.

Sheila said she liked meeting people, but she struggled to ‘interact with them’:

If I see them at a club – what do you say? I go up to them and I’ll go ‘hi,’ and they’re like ‘hi,’ and then I just get confused and walk away…. Sometimes I say ‘sorry, that’s because of my dyspraxia,’ and they just go ‘what’s that?’

Through meeting dyslexic and dyspraxic friends and joining an online newsgroup, Sheila felt she was improving her self-confidence in spite of such awkwardness, which tended to make her feel conspicuous.

A desire to ‘blend in’ was also expressed by Neil, who was basically shy but enjoyed drinking with friends. When everyone was in a good mood, he thought ‘hey, blend in, blend in with it all’. Neil added that he thought ‘what is it about me that I’ve got to fear?’ and was quite confident about his appearance, which seemed to help him overcome some of the social issues associated with Asperger’s. 

As the table above shows, most of the participants in these student interviews are young people, who will be experiencing what Erikson (1968) calls the ‘developmental tasks’ of their age-group. It is however already clear that some aspects of neurodiversity can make this process more difficult.

Relationships with tutors

Sheila was afraid that some lecturers thought she was using her specific learning differences as an excuse. She believed that although her tutors had been informed about which students were dyslexic, they were not sufficiently aware of the academic implications of this. It was therefore helpful, she said, that the disability unit had provided her with what she called a ‘certificate’ to show tutors, which listed the difficulties she might experience.

Mike stated that only one of his tutors really understood his needs, and ‘that’s not enough’, although lecturers were helpful if he clarified what he needed. He explained that video recording of Maths sessions was essential, because audio recording omitted the vital formulae and other symbolic material on the board. One lecturer had allowed him time to photograph the blackboard before wiping it, but the resolution had not been good enough (and Mike believed that a whiteboard would not have been any better) – so even with video recording, technical problems might remain. However, Mike’s preferred technical solution was the electronic whiteboard, which allowed all the lecturer’s writing to be saved. He was also enthusiastic about tablet PCs for the same reason.

Plans for the BRAIN.HE website (see page 134) include interviews with lecturers who have developed successful strategies for working with neurodiverse students. Ideally, these will be joint interviews with the students.

Experiences of university life

Having struggled with personal organisation all through her schooldays, Sheila told us that she now organised everything she needed for each day the night before, including her clothes. This enabled her to feel some control over dyspraxia. However, occasionally she had what she called a tantrum:

The other day, I was trying to open a jar, and my hands wouldn’t work. So I had a fit and threw a wooden spoon at the wall.
Barney said that his medication for ADHD was essential. He was taking Concerta, which he preferred to Ritalin because he only had to remember to take it once a day. Life without it, he told us, was difficult: 

If I’ve forgotten it in the morning, I know that whole day will be a waste for me, because I won’t get anything done….. I can see it in my own behaviour, but it’s frustrating because even though you can spot it in yourself, you can’t do anything about it that much.
Barney spoke of being very ‘fidgety’ and unable to read even one page of a book, without medication. [Ritalin and Concerta consist of methylphenidate. There is an alternative prescription, which is atomoxetine. One of the GPs at the De Montfort University student health service recommends this, partly because it is not a stimulant and therefore has no potential for abuse.]

In common with most of the students we have interviewed so far, Mike was receiving regular individual learning support sessions funded by his DSA. He was enthusiastic about the note-making, sentence-structuring and personal organisation strategies he had learned. 

We asked the students what they would like their universities to do, in order to accommodate them more effectively. Barney disliked hand-outs which consisted of dense black text on white paper; he wanted lecturers to ‘break things up’. However, he spoke most vehemently about exams: not only the effort of sitting there for three hours, but the fact that ‘if you mess up that one exam, you’ve had it’. He preferred assessed presentations and other oral methods, and continuous assessment. 

For Kit, it was the number of administrative forms he was required to fill in which he disliked most about his university experience, because not enough of them were available in electronic format.

Hopes for the future

Steve was receiving excellent regular mentoring meetings with his university disability officer. He gave the example of becoming anxious about the behaviour of his flat-mates in hall. First of all, she was able to help him to let go of his anger and tension about such social situations; gradually, he was learning that ‘everything isn’t all about me,’ and this was making him optimistic about his future relationships.

Jane, too, was dealing with social issues. She was aware that in conversation, she interrupted people a lot, because 

unless I say what I need to say straight away, I will forget it.

As a student teacher, Jane liked to ask her students to read their work aloud, but could not remember what they had just said unless she had the text in front of her. Her solution to this was to ‘hover around’ near the reader in order to see the script; as she put it, ‘I’m no good in an auditory way – I need to see it’. Jane’s self-awareness was well developed:

I think quite spatially, and I respond really well to visual supports. Because of that, I use them in my lessons all the time. Visual supports are really good for such a wide range of learners.

She also expressed awareness that her avoidance of teaching ‘in a linear way’ might disadvantage some students. However, such metacognition would be desirable in all teachers and lecturers. It gave Jane a confidence about her teaching career which derived from the need for insight into her own neurodiversity and that of her students.
Publications which contain the student voice

There is a steadily increasing number of books by neurodiverse people or containing quotations from interviews with them. Jackson (2002:94 – aged 17 at the time of writing) lists ‘My needs and wants’ as follows:

· I want to be confident within myself – to be sure I could hold my own in an argument, even if I don’t win

· When I lose I want to be a gracious loser

· I want to rid myself of this pessimistic approach I have to life, because it’s only going to hinder me. As well as having Asperger’s Syndrome, I also suffer from bipolar disorder which plays a massive part in dictating my emotions

· I want to maintain friendships

· I want to be able to like myself – Asperger’s Syndrome, underactive thyroid, bipolar disorder and all

· I want to be confident and positive about my life

· I want to get a good job and be able to live independently, without having to worry about finances

· I want to muster the power to accept myself and all my faults

· I need to be understood and I need to understand others

· I need to be tolerated and I need to be able to tolerate others who are similarly annoying

· I need to know if I should blame myself for everything that’s bad in my life

· I need, not want, reassurance that I’m liked, because I’m very insecure. 

This list is included in a brave and honest book sub-titled ‘Asperger’s Syndrome from the inside out’. It may strike the reader that there are very few items which any adolescent might not list. Asperger’s presents people with unique challenges, but their fundamental developmental needs are not unusual.

Jamieson and Jamieson (2004) have produced what they sub-title ‘A resource for students, tutors and support services’ regarding Asperger’s Syndrome. It is illustrated throughout by enlightening quotations from students. The chapter on ‘academic issues’ includes the following:

CH:

I sometimes feel that having Asperger’s syndrome is an advantage when it comes to studying. I do not have to fit my study in around a hectic social life and when I am working on a project that interests me I will work at it to the exclusion of everything else.

JA:

Explaining my diagnosis to the others in my tutorial group helped them to understand me. They saw that there was a reason why I seemed awkward with them and they became more supportive.
Werenowska (2003) is an anthology of personal statements by dyspraxic adults of all ages. Of those who are students, the following quotations are relevant:

Mandie, aged 38:

I am studying for an English degree. I do have to rely on assistance from people I know well, those who do not judge me on my ability to read or write, but I accept that I have wonderful ideas, which with patience generally warrant an A or B…… Lecturers are, on the whole, approachable and helpful, even if they are not fully aware of what it means to be dyspraxic. (Some) are interested to know more about the condition, at which point I get an opportunity to educate them.

Charlie, aged 21:

I have made my mother proud of me at last. I have held down a part time job for several years as well as attending school, college and university. I have almost finished university. I believe I have earned the respect of my friends and colleagues. I am no longer the clumsy child I once was. I am an adult dealing with a condition I will not allow to control my life. I am everything I am because of and in spite of my dyspraxia.

In my own research (Pollak 2005), I was able to generate a great deal of rich data through work with the participants, who adopted several different discourses of dyslexia. The following quotations illustrate some of the themes set out above:

Peggy, aged 38:

If I go back to when I actually ran a company: I can see how it all works out, how it integrates, how one depends on the other, what all the mechanisms are, what all the relationships are, how things actually work, but if I’m asked to look at the phone book…..!

Sally, aged 19, on her Educational Psychologist’s assessment:

With the reading, I was always slow at it. Then when he did the test where you have to read like a page and then put it down and he’ll ask you questions, I was just sitting there going ‘oh come on, you’ve just read this page, how can you not remember?’ I thought: ‘Well, that’s why in multiple choice I have to read it three or four times,’ and for other things as well.

Ron, aged 41, on his specialist tutor’s assessment:

I walked past the door I think four times before I actually walked through. I can remember sitting there doing these silly little tests, which she was very supportive about, and literally there was sweat running down between my shoulder-blades. I was well wound up……Then she said ‘take this piece of acetate, does that make it any easier to read?’ and it was like somebody had switched the light on in the room.

Geraldine, aged 53:

It’s very much like the left-handed person and the right-handed person. If you try and make a dyslexic person learn in a way that is inappropriate for them, that is, if you don’t understand their gifts and use those, then language is learnt in a muddle and becomes non-automatic. So I have no problem with dyslexia both being a disability that has been acquired through inappropriate learning and it’s because of gifts that are not being appreciated.

Mel, aged 32:

If you’re going to teach everybody, left-brained and right-brained, a sort of approach that you call on all the senses, make it multi-media, is that something that work exclusively for dyslexics, or isn’t it a thing which everybody does better with? So in a way, if you dealt with that, would you be making the issue of being dyslexic almost redundant?
The reader will have observed that the student comments in this chapter and the previous one echo the contents of the rest of this book. They show not only that positive initiatives regarding specific learning differences are essential, but also that these can best be achieved through collaborative work between staff and students.
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