These notes are not word for word:

15th September 2006 

Afternoon session:

Keynote 2: Dr. Alison Austin: ‘Neurodiversity and the medical professions’ 

David: Hello again everyone – thank you for keeping to time so well.

Before I welcome the afternoon speaker Mary would like to say a few words. She has been giving out flyers for her conference in London.  

Following about my remarks this morning about no paper copies I have had some very nice feedback.  All workshop leaders and speakers have been asked to provide sessions paper and so that will appear hopefully to the standard format.

Mary: Conference on the 8th November, David is going to speak, Jo Todd and Bob Niven, the Chief Executive of the Disability Rights Commission, will be speaking about the  Disability Equality Duty.  

8th November in central London.  Hopefully lots of people will come.

David: I would like to introduce a new kind of speaker.  We love to hear the same speakers again and again but it is also nice to hear new ones.  This person works in the Civil Service and is dyslexic and dyspraxic, and hopefully will bring a breath of fresh air into the proceedings.

Alison:

I am more used to writing speeches than giving them.  I will hopefully leave a long period at the end for open discussion.  I would like to talk about my experience as a dyslexic and also my experience in life in general and work.

My childhood – I grew up in the SW of Scotland and  dyslexia was not recognised. I was angry, frustrated and rebellious.  A new English teacher arrived in my school (young and male!) but also had new teaching techniques and he got to teach the ’stupid’ kids.  He homed in on my dyslexia and I got extra lessons.  Plus the chemistry teacher taught us how to distil vodka from potato wine – those were the two highlights of my school life!

On leaving school I was told to marry a farmer quick but luckily I escaped and went into nursing in Glasgow. I started as an auxiliary and then started nurse training.  I know now that I went into this because my mother was a respected Sister but they didn’t think I would cope with it all.  During the basic training I couldn’t even make a bed properly.  Everyone laughed and I laughed with them – I realised that laughing makes it easier to deal with – laughing with people who laugh with you – talking about my disabilities and the difficulties I have.

I was diagnosed with  dyslexia at this time.  

I was sent to a speech therapist – she taught me how to read and write and also coping strategies.  She gave me confidence to do something about it.  In the wards they were worried |I would give the drug to the wrong person or the wrong dose.

Because you are aware of it you took your time.  I would remember 3 letters in the right order so that is how I coped reading the drugs bottles.  It took me longer but people knew I was taking care.  I was never relaxed about it – quote ‘that is great kid but don’t get cocky’.  I always remember this quote from Star Trek.

Facial recognition and names are also something I have a problem with.  I always ask people their names.

Greater problem – I don’t know left from right and in the NHS that can have problems. I was worried people could end up having the wrong leg cut off because of my right and left problem.  But again coping strategies come into place.

Nurse trainers didn’t worry about that, they thought  dyslexic was just about not being able to spell!

I would tell patients or ask them which leg it was and put them at ease.  Today this is done as a matter of course (it wasn’t me who introduced that policy).

What about the clumsy dyspraxic –I have no spatial orientation and judging spaces is a nightmare.  Again easy to solve, I just moved things out of the way.  When you explain this to patients they think you are just being kind and thoughtful.

It is a lot about taking time and doing things but I never carrying large trays or walk backwards.

Worse cringe moment was in my final year – we had something called genson violet – as the name suggests, it was violet.  I had it on a trolley, hit something and this genson violet was spraying all over the bright new floor.  By the time the sister came out she couldn’t do anything but laugh. I had put the liquid on my face and I was covered in purple.  The stain was on the floor for years.  After the shift I was sat on a train going to Sheffield with the bright purple face!

Another thing that could be a problem is taking reports at the end or beginning of shifts.  Again you had to take a little time.  I made notes as I went around on things I had to remember.  I always have a piece of paper and a pen with me wherever I go.

I passed my nursing finals and made it as a staff nurse.  So should I go to a nice quiet ward?  I find situations that others find stressful less stressful.  I really enjoyed working in intensive care units.  You might not know what will happen at the beginning of the day but when an emergency come it, the process is routine. Also you probably look after one patient who is usually unconscious and so you don’t have to remember their name!  No flowers in intensive care!  

I also spent time in A&E – I didn’t get stressed here either.  You didn’t have to refer to people by name, it was more by the problem they had.  Not a lot of report writing and you could tell if it was a right or left foot that had the problem as it was the one bleeding or looking very odd shaped!

During that time I went to night school and decided to apply to University. I never mentioned my  dyslexia, I didn’t think there was anything anyone could do.  OK I can’t write as fast etc. but I didn’t know there would be help.

I had to go through the usual of ‘you must be stupid because you can’t spell’ so I did admit to being dyslexic and I could write this on the top of my exam papers.

What you do is about levelling the playing field. Not everyone wants to run up a hill like me.  Being a mature student you get more out of the university experience because you appreciate the lifestyle.  I studied molecular biology and worked in a lab.  My friend didn’t mind doing most of the work.

Coping strategies that I developed for university – I think I just carried on from the things I did in nursing.  I got my first computer whilst at university. I could type essays but couldn’t use it in an exam.

After university I did a PhD – this was working on prostrate cancer and very lab based – measuring things on controlled pipettes.  People I worked with were brilliant and helped me with the practical stuff. I tended to bribe them with food!  I loved being a PhD student. Having worked before you are disciplined and I could plan everything down to a minute detail.  My proudest moment was when I got my PhD back from the binders.  

If people want to call me stupid now they have to address me by my full title ….  Doctor Stupid!

After my PhD I had to apply for a job.  I mentioned my dyslexia and I got the job and moved to London. Working in an office was a real shock after university, and I even enjoyed all the paperwork.  I’ve been in the Civil Service, in various departments.  At the moment I’m on secondment to the Treasury.  

My experiences have been positive, partly due to me and my personality, but also the department’s attitude to disability.

There is a lot of drafting on policies etc.  In my first post, the IT person knew I was dyslexic and they’d read about voice recognition etc, I think he wanted to play about with this, but ever since I’ve had my Dragon.  Occasionally I get a few odd looks from people, I sit in the corner tucked out of the way with my headphones on, but most people are fine when I explain why this is.  

I can say, without being big headed, that people like my briefings.  I think this is because of my  dyslexia rather than despite it.  

My coping strategies are common sense. I don’t use long words, because I can’t.  I have a fear of putting the wrong word in.  I also use short sentences and paragraphs.  When I write, it all goes down on the paper, I need to leave it for some time, but then come back and reorganise it.  I have to change things depending on who I’m writing for – which then makes my briefs clear and easy to understand.   People like to read things very quickly and easily.

I’ve been involved in writing speeches mainly for the Science Minister, but others as well.  I get a real buzz hearing my words coming out of other people’s mouths.  I don’t do the political stuff though.

My bosses were concerned with my dyslexia, especially with the Safety of Medical Devices, but the attitude of being up front and getting people on board to work with you, does work a treat.

I remember getting into conversation about the grammatical structure of a sentence with a Japanese delegate… I said he’s been taught English and I hadn’t so I bowed to his judgement. I brought him on board and he became an ally.

Even ministers don’t get put out when I mention that I’m dyslexic.  They cope with the dyspraxic moments when I’m tripping over and bumping into things.  Embarrassing moment:  I lost my footing coming down stairs, and I only missed the minister by a fraction, I ended up at the bottom in a heap.

I tell people up front that I’m dyslexic usually, but do include it at the end, but not everyone finds this easy to do. Declaring a so called ‘hidden’ disability (it’s only hidden until I walk or talk) is personal and I didn’t tick the box until the post I’m in now.

In DTI they use the 2 tick system. If you meet the criteria you have to have an interview.  You can’t be sifted out due to bad spelling on the application form.  

I want to spend some time talking about the positive things of the government and people with disability – these are my own thoughts.

In the DTI there is a mentoring scheme for people with disability.  I’ve been a mentor and a mentee.  I’ve been able to talk about all sorts of things, that otherwise I wouldn’t be able to tell to my line manager.  I find being a mentor to be very rewarding.

DTI have an advisory group called DAG  to advise the government on a whole range of issues, including disability.  I set up a dyslexic sub group of DAG.  We discuss issues affecting us – eg at the moment we are hot desking … which is great [Sarcasm]!  But it does cause problems for us ‘special people’.  I’ve been able to help people talk through their needs with their line managers, about what it means to dyslexic people to have their own desk.  This gives people confidence to talk and tell people about their dyslexia.  It’s not the line managers fault if an employee is marked down on their dyslexic traits, if they didn’t know the employee had dyslexia. 

I want to talk about the Cabinet Office Bursary Screening. The competition is high, and successful candidates have the potential to reach the top.  It’s a great scheme, I have extra training and funding for extra training, and I have real time to do things (even if it is in the pub!).

I want to end on a couple of things about living life as a dyslexic/dyspraxic adult.  It’s never dull.  I forget words half way through what I’m saying. After 20 years of marriage, my husband still has problems reading my shopping list (at least that’s his excuse for not going shopping!).  I’m banned from using ladders.  I love to cook but I make a mess.  I garden but the vegetables are never in a straight line.

My experience as a  dyslexic has been good. You need to identify and recognise your weaknesses, and acknowledge them.  You have to accept that you’re not perfect, but then no-one is.  It’s not about lowering standards, but about being open and honest.  Would I have my Probably not.

I want to give chance for you to ask questions, or have an open discussion.

Anyone want to ask me anything?

Speaker:  how did you manage to take blood and give injections as a nurse?

Alison:  Giving injections is easier.  In Scotland we didn’t take blood as often as they do here.  But it’s difficult.  With practice it does get better.

Speaker: do you drive a car? (!)

Alison:  I can drive – I passed my driving test on the 10th time!

Speaker: do you get Access to Work support?

Alison:  I’m not sure.  I have had informal arrangements, but in the DTI they wanted proof that I was dyslexic.  Jo Todd was brought in, all I asked for was Dragon, and Jo suggested all these other things.  I assume this was through Access to Work.

Speaker: What’s your opinion between disability and difference?

Alison:  it depends – on what I want/need. Sometimes it helps people understand.  It’s the equality issue when talking about differences.  It does disadvantage me, it takes me longer to do things, so it’s not like only a difference in the way I do things…..

I’m happy with it being called a disability. This gives me a backup, it’s covered by the DDA.  A difference wouldn’t be. This does give you a safety net.

Speaker: When you did your biology group – did you find the texts and presented material, in a structure that was approachable, …..?

Alison: The information presented in text books, you have to adapt to the way you read. Putting forward arguments etc, people had to accept that I need to jump about all over the place.  I don’t organise things.  Now, looking back, it must have been a nightmare for people to read, and I know I didn’t get everything down.

Reading what other people had written had to be read several times.  Long names … I read Lord of the Rings, but only when the film came out did I know how to pronounce the names.

Speaker:  You have a good range of perceptions of changing attitudes.  GPs tend to be ignorant of neurodiversity conditions in children and adults.

Alison:  I agree.  You talk to people involved in childcare or family abuse, and it’s part of their education system, they don’t get taught about these issues. They are not the issues they’ll deal with most often, so it is difficult for them.  But in a way, when you need expert help, they refer them, but identifying the needs is essential.

Speaker: The other area of training nurses and health workers, many have extraordinary attitudes and resistance to dyslexic and dyspraxia.

Alison: Part of this is ignorance and perhaps litigation.  If you know you have a difference, you should be given the opportunity to develop the strategies to deal with this.

I am quite happy, if I’m making mistakes with the drugs, I’m happy to say I shouldn’t do the drugs, but this isn’t the same as saying you shouldn’t be a nurse.

Speaker:  I have 2 points.  First point about GPs, am I right in thinking Amanda Kirby recently published about GPs awareness on neurodiversity, and found that GPs are more aware than other professionals?

My second point – do you mind being called disabled?  Would you have the same view if the term ‘difference’ accessed the same resources and positive aspects as the term ‘disability’?  It’s about the terms used.

Speaker: in the 70s you had to consider that people who had been taken out of education as ‘special needs’ were entitled to an education.  It’s the ‘basket making’ issue.

Back to the question of the terminology.

Alison: I haven’t thought about this much.  Maybe I should do.

Speaker: It’s the issue of language, and the environment we live in, words carry associations and meaning.  

Ross said earlier – they changed the word, but not people’s perceptions.

Speaker: But that doesn’t necessarily justify changing the word.

David:  Does the impairment result in disability …?  If I was in Alison’s position I wouldn’t be unhappy with the term disabled.

Speaker: My question is about accessing resources due to the terminology.

Speaker: You are a good advocate and strong, which maybe is a good argument to put forward your needs.  In your department you work to raise the profile of the sorts of things that people need.

Alison:  We have an overarching disability advisory group – we get HR officials and senior civil servants who come and listen, and we negotiate. But to change anything it has to go through DAG.  We can help modify things.

Dyslexia in particular, we set up a sub group and asked what can we do to make things better for everyone who’s dyslexic.  I do this to make things easier for other people as well as myself.  I’ve spoken at other DTI events. I don’t have much of a problem with glare, but I did at one event, so I asked for the screens to be pulled down.  The lady concerned apologised saying that she didn’t realise that glare could be a problem.  It’s only by awareness that people will realise what helps.  

Speaker:  Dyslexia has quite a glamorous cache!  One of the main reasons is because of people like you and other famous people who are dyslexic and high achievers and have ‘come out’.  There are positive signs.

Speaker: There is a down side –  dyslexia has a lot of attention given to it.  The same for Aspergers. But dyspraxia and ADHD etc are not very visible and still misunderstood.

Alison: On the spectrum of dyspraxia I am not that far down.

Everything is a scope – identify a problem and the things like that are further down the spectrum.

Speaker: I work at an FE college and a 6th former didn’t want support because she was going to medical school and thought she may be discriminated against – she didn’t want an assessment because she didn’t want to officially know.  We couldn’t give her a guarantee that the information wouldn’t be passed onto the medical school.

Alison: If you get a test and diagnosis you don’t have to declare it – I don’t know.  No one can get a guarantee they will not be discriminated against.  She may still not get through the system whether she was diagnosed or not.

Speaker: You could make things harder for yourself, you could hold up your education opportunities.

Alison: I would rather tell people up front before they judge me.  The people I work with in DTI, their disability comes to the front when they are given a bad assessment.  

David: We are out of time.

Speaker: It is so difficult for people to get help, they don’t know who to refer people on to.  It is hit and miss on what you receive and what service you get/or don’t get.

Alison: It is a difficult issue.  When the internet becomes an even greater tool and things like electronic NHS records become available you may get more help. You will get easier access to look things up.

David: Thank you Alison.

A couple of things before you leave here – Amanda Kirkby started as a GP – her website is the dyscovery centre  (note it’s spelling, with a ‘y’).  

Please remember your feedback forms – put in the box on the way out.

Please revisit the food room after your workshop this afternoon.

Thank you.

