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THE SEEDS OF DOUBT

I can’t think of any time during my life when I wasn’t affected in some way by mental health issues.  They were always usually anxiety, depression and obsessive compulsive thoughts and behaviours but growing up from a small child without a diagnosis of Asperger Syndrome, I tended to think that the way I was feeling was normal or that my feelings or perceived ‘failings’ were my own fault and were as a result of being ‘stupid’ or a ‘coward’.

As a young child I found mixing extremely difficult and the victim of bullying (you’ve heard this story a million times before from many different speakers with an ASD).  However what might not always be made clear is the consequences this can have on your self esteem and subsequent mental health in later years.  If you are told as a young child that you are stupid or behind your mental years or even (in one instance) the teacher reads from a story book about a naughty school boy and asks the class ‘who does that remind you of’ only for the rest of the class to look at me and shout out ‘Joseph’, you tend to feel that your fighting a losing battle and you become what others expect you to be, because at least that way you have a place in society.  It becomes a self fulfilling prophecy to put it in a nutshell.  It never occurred to me that I could be intelligent and have something relevant to say or contribute to society like anybody else.  

You’ve probably heard the famous joke about the boy who complains to his parents that he is being bullied at school only for his parents to advise him to tell the teachers, the boy replies ‘it’s the teachers I am talking about’.  In my case this is perfectly true and my parents could not accept this.  They saw teachers as upstanding pillars of society and could not accept that a teacher would ever be a bully, even though they too must have experienced this first hand in their own school days, we all have, I am sure everyone sitting in this room today has experienced it in one way or another in their school careers.  I must stress that I am not having a go at teachers or the teaching profession, I have had more superb and influential teachers than I have had bad ones, but what is not often understood by these few teachers and others working with young children in whatever capacity is the severe consequences it can have not only on a so called ‘normal’ pupil but on a young child with Asperger Syndrome, simply because (especially in my youth) the condition was not recognised, this is why I commend the National Autistic Society most highly for their ‘Make School make Sense campaign’, I feel that the NAS have a lot of very useful and impressive campaigns but I would assert that this campaign is the most vital of them all.  I certainly feel this campaign would have been an enormous help to me in my school days and am thrilled that the youngsters coming through the school system today will hopefully not have to suffer in the way my generation and the ones before did.

If youngsters are nurtured from a very young age with understanding and encouragement I believe that there would be fewer incidents of mental health problems later on in life and there may even be less need for support in adulthood for the more able people with the condition.  I feel that a lot of the disabling anxiety and depression stems from years of living without the understanding and support they needed.  Most people I have spoken to with Asperger Syndrome have a lot of demons stemming from experiences in their childhoods and have shaped an often negative and cynical views about social situations that they were exposed to but were never equipped to deal with. 

Indeed growing up as a child I got negative feedback from everyone in my life.  My parents (who I don’t doubt have always loved me very much) were always threatening to put me into care, not a specialist unit for somebody with my difficulties but an orphanage as a punishment for my undiagnosed disability and as a shock tactic to get me to pull my socks up.  On one occasion my Dad said to me ‘we’re seriously thinking about putting you into care because we can’t go on like this’, he was shocked by my nonchalant reply of ‘Yeah Ok’ because he was obviously trying to upset me in a vain effort to get through to me.  He said in an exasperated manner ‘You don’t give a damn do you’ disappointed in my lack of emotion however he couldn’t be more wrong.  Of course I cared, but what my parents didn’t understand was that I was being told by everyone that I was no good and I felt too guilty and too much of a villain to have (what I perceived) as the arrogance to feel upset for myself, I obviously deserved it and thought that going into care was the least I could do to repay my parents for putting up with me for all of these years.  

My Asperger’s logic also thought that if they didn’t want me what was the point of getting upset it wouldn’t change anything.  Of course this put added pressure on me because I felt I had let my parents down and felt so fraught with nerves and anxiety that my Obsessive compulsive behaviours and thoughts increased and this exacerbated this perception I was giving of being a naughty kid.  Just for the record these bad behaviours I am talking about were ‘asking reassurance’, being behind in my schoolwork and being ‘silly’ at home and in the class room.  I am not saying that these behaviours were easy for my family to live with but I do feel resentful of the fact that I was being villainised in the same way other kids who burgled houses, assaulted teachers or later grew up to be career villains.

I was always very caring, very polite and I never argued or answered back.  In fact I think that was a lot of the reasons why I was a target, because I feel it is part of human nature to pry or take advantage of the vulnerable even though that person does not realise they are doing it, we all have to play a game in life and although we show ourselves as being nice and friendly we have to transmit a message to people ‘don’t mess with me’.  I can’t and never have been able to do this and this makes me exposed and vulnerable to certain experiences that have overshadowed my life, and often have sleepless nights and cold sweats to this day because I know (even to this day) if somebody was to bully me or take all of my possessions away I can’t do a damn thing to stop them, because I don’t know the social rules on how to solve the problem and I find it hard to ask people for help.  This often makes me feel angry, anxious, (some say) paranoid, depressed and often resentful towards those who care for me because I am frightened of them and I need them to understand how I am feeling and that I often misread their motives and intentions unless they explain them to me properly.

When I feel persecuted I feel under pressure to stand up for myself to the people who care for me and my family but am not assertive enough or tough enough to stand up and say how I feel so I end up either slinking away with my tail between my legs or I have an aggressive verbal outburst and then walk out because I find it too painful and too intimidating to look someone in the eyes, stand my ground and tell them straight that I disagree with them or that I feel that I am being treated unfairly.  A lot of my mental anguish comes from the fact that I feel I am more insightful, intelligent and considerate than many around me but often have to take a backward step because I am supposed to have this social disability which means that they come before me in the pecking order and those who do not understand my levels of ability can insult and patronise me which causes me to feel furious and further lowers my self esteem.

EMOTIONS AND BEHAVIOURS

Obviously it stands to reason that my disability causes me to misunderstand social cues and gestures which in turn cause me anxiety and this lead to obsessive compulsive behaviours.  Because I couldn’t relate the reasons why I was struggling socially to anything, I became very superstitious and was convinced that every time I did things in a certain way through a certain pattern I was less susceptible to anxiety and exposure than others.  I couldn’t predict when I was going to get things wrong and my mind played cruel tricks on me and to this day tries to wind me up.  Although I don’t enjoy this it is almost as if I get a kick out of the stress and it is something I have noticed with many others on all parts of the spectrum.  I couldn’t predict what I was going to do next and when left (for instance) at my Grandma’s house for the weekend and told ‘be good for your grandma’ my mind would torture me all night ‘go on hit your grandma, hit her go on’ and I couldn’t shake this compulsion and overwhelming urge to hit her, I had to go out and walk about for hours to curtail this feeling and would eventually relax (hours later) and the compulsion would go.  I have to say that I have never acted on any of these compulsions in my life. 

If I pray to God I will say something obscene in my head to Mary or Jesus just to make myself apologise over and over again, then half way through the apology I would say something else obscene to another holy person and it caused me so much stress.  I would say forty prayers a night before I went to school because I was so frightened of the trouble I would get into but I just couldn’t predict how I was going to behave that day, so I prayed to God every night that everything would turn out OK and that he would help me to behave myself and I have to say every time I prayed everything was fine, which probably then made me even more superstitious.  I would always start my prayers by saying to God, please ignore all of the swearing and the nasty remarks as I am praying, I am only doing it to upset myself, I don’t mean any of it..

Even now if there is a disaster on the TV I will make inappropriate remarks deliberately just to start of my anxiety and obsessive thought patterns, it is almost like there are two voices in my head, Asperger’s Joe and Neuro Typical Joe and often the two clash together like thunder and there is a massive fight.  Many psychologists who have heard me say this ask me if I hear voices (and I can understand there reasoning for thinking so) but in actual fact I don’t hear voices but I do think that I have two minds.  The best way I can describe it is to use my analogy of the King and the Ambassador.  The King is my Asperger’s and is demanding that I fulfil his demands and keep him happy through doing his rituals and appeasing him.  The Ambassador is the Neuro Typical Joe who is desperately running around trying to please his Asperger’s King and unless the King is satisfied the Ambassador cannot do the things he would like to do himself such as going to college or holding down a job, because by the time he has kept the King happy he is far too exhausted to do anything else.  People then (even today) assume I am being lazy or a ‘typical lad’ which drives me crazy because if I was a ‘typical lad’ I would be out there working, earning a living and living out my dreams, If I was a ‘typical lad’ I wouldn’t worry as much or care what others think and in actual fact (speaking for myself) I would probably be less inhibited when it came to telling people if I was fed up with them or if I needed support.

My behaviours could be extremely eccentric, having to have special shaped forks to eat my food, eating in a certain place, having routines and schedules for the shower and having routines to help with the routines the list is endless and it causes me a lot of mental exhaustion just to think about them.  I used to deliberately bump into doors or tables to make myself feel guilty then would have to obsessively apologise to them over and over again saying ‘sorry, sorry I didn’t meant it’ before hitting them again and saying ‘oh no sorry, please ignore that I am sorry’.  I would also jam all of my teddy bears in my bed because I felt so guilty that one of them would fall out and be cold and if they did I would have to apologise to them in the way I mentioned earlier.  I would also deliberately fling one of them out of the bed at night onto the wall just to horrify myself and would then rush out of bed to get it and would hug and apologise to it over and over again.  Again the list was endless but other examples of this behaviour were when I would try to swallow my tongue (just to make sure that I couldn’t), press my heart or solar plexus to make sure it wouldn’t stop, poke my eyes, hit myself hard between the legs over and over, I was just utterly consumed with a compulsion to behave in these ways.  I think it was a coping mechanism for the anxiety and stress I was under and was a way of checking that if the worst case scenario was to happen that the consequences were not as I feared.  For instance if I was bought a new watch, I would get so excited and my Dad would then say ‘I’ll swing for you if you break that watch’, I would then have to punch the glass screen over and over again just to make sure it would not break, over and over again, causing me fear and distress that I might succeed and distress that I could not stop unless I hit the screen in patterns of five as I did with my obsessions and rituals.  As you can see having all of this going on your head meant that I used to be so anxious and burnt out that I just couldn’t handle school and felt it was a massive contributor in the fact that I 

did not get the education I was capable of and am trying to make up for now.

ADOLESCENCE
Growing up as a teenager my obsessive compulsive behaviours and rituals continued but now I was starting to feel depressed, in the clinical sense.  I had always had periods through my childhood of bleak and frightening depressive moods but they never lasted for any prolonged time or period, until I was about fifteen onwards.  It was occurring to me not only how different I was but the fact that I was getting to an age when I had to start and think seriously about my education, my future and becoming a part of the real world.  I was also puzzled because my peer group were going out with girls and talking about girls in a lude and what seemed to me a very derogatory manner and I was acutely aware that I did not know what they were talking about or why they found it so funny that I didn’t have a girlfriend.

Even teachers in sex education and other lessons would refer to their sex lives like it was an everyday thing like going to the toilet or eating a meal and even today I think to myself surely people don’t really have sex and if they do how do they get to that situation in the first place.  I have been told that I don’t know the future and that one day maybe I would have a girlfriend but I am sure I won’t because I don’t feel I have the ability to connect with another human being emotionally certainly not in the intimate way that a man shares his life with his wife.  This makes me feel very isolated and lonely and this too can exacerbate my feelings of depression and worthlessness.  People often laugh at me when I say ‘I feel lonely without a girlfriend but when I think about it I wouldn’t want one anyway’.  They don’t understand that what I am actually saying is that although I couldn’t handle a relationship and would find it intimidating and an intrusion on my privacy, there is still that massive void in my life in the same way that someone who wants a girlfriend and can’t get one has.  I obviously need a companion or a soul mate but cannot bring myself to bring my emotional barriers down.  One of the things that I cannot emphasise enough about having Asperger Syndrome is the feelings of loneliness and isolation.

Because of my silly and outrageous behaviours in my comprehensive school and the trouble I was getting into it was decided that it would be best for me if I left and tried another school elsewhere.  This became a very positive decision in my life with positive consequences but it was also very negative too.  When changing schools I was shy because I was new but liked the label I was given, of being quiet and a swot and I became obsessed with it because it was a lot more of a positive label than I had been used to before, and the obsession became so bad that I withdrew more and more until I eventually became non-verbal.

I became so obsessed with this image that by the time I joined the sixth form the pupils I once knew who seemed to feed this quiet obsession by keep mentioning it and commenting on it that by the time I went into sixth form these pupils had left the school and I had a year to go without knowing a single person.  It was an unbearably cruel and lonely time in my life.  I literally went into school and did not talk or socialise with anyone whatsoever.  I came home and fights would ensue with my family because I wanted someone to chat to but they wanted to relax because they had been speaking all day at work.  I would literally get the bus into Gateshead or Newcastle (my home town) and walk around the deserted streets hoping that I would bump into somebody who would be my friend but of course nobody would because that is not how you make friends.  All I had known was the structured and protected school environment and once I was in sixth form a lot of this protection was withdrawn and I was literally dropped into this world that I had no idea how to operate in.  I didn’t know how to get a job or how to conduct my life, I didn’t know why the lads all had girlfriends and were going night clubbing etc.  Again to use a cliché it really was like living in a foreign culture.  People used to call me sad and laugh at me in school and later at my college in Gateshead.  I felt like such a freak a bit like I’d imagine Dumbo felt in the film.  It looked like I wasn’t going to ever work, get a life or even exist and it felt so frightening and daunting.  I suffered from enormous periods of depression and was constantly feeling like taking my own life although I never wanted to because I was always keen to hang on in the hope that things would change for me because I did enjoy life when I had the right support and feelings of security and was so keen to make something of my life.  I was just crippled by extreme feelings of guilt over talking and socialising and the fear I was going back into my bad old ways i.e. the ways of being childish and getting into trouble at my previous school.  I never learned about myself, my condition and how to make improvements I only learned how to hide and avoid the negative situations I found myself in which is why I could never really start my life until I found a placement in the National Autistic Society Manchester service.

At Manchester most of the time I spent there was in trying to keep my calm and not so anxious and I needed very intense reassurances and complexed chat times.  My staff had to say things in a certain way and in a certain order otherwise I would panic and in the end I was probably too difficult to work with.  I believe that I was suffering the trauma of going twenty years without any recognition or sympathy for my problems.  In fact I was told by a psychologist that I had Post Traumatic Stress Disorder because whenever I heard of anyone getting depressed I used to get a sick dizzy feeling like I was going to panic or freak out, and needed constant reassurance that people knew that I suffered too and that I had a hard time.  People thought it was odd that I asked these questions but I was just so desperate for people to understand and sympathise with my problems, it seemed so easy for others to get the sympathy and the recognition for their problems.

I got obsessed with a girl who worked in the Police station with me in Gateshead and another who went to Badminton with me.  It felt so cruel because they seemed such lovely people and like people who could help me and make me feel better but I just couldn’t make a connection with them.  Eventually they stopped trying because I just couldn’t talk back to them I was so shy.  It always hurt on the bus home to see the others of my age chatting together and having fun whilst I travelled home alone.  I used to talk about these girls constantly to my parents, comparing myself to them and asking them reassurances that they just could not give me.  

By the time I was twenty four I had about three nervous breakdowns in which I felt like I was going out of control and was scared of what I would do.  I felt these overwhelming urges to blow up petrol stations and other crazy things which I dare not mention in this presentation, however it meant that I had to go on a lot of very strong anti-psychotics and it worried my family and those supporting me at the time.  I almost forgot the difference between right and wrong my head was so messed up because I was so confused about who I was and doubted that I had Asperger Syndrome.  I used to have massive pangs of guilt because I had convinced myself I did not have Asperger Syndrome and that I had made my condition up because I was seeking attention and was even prepared to ask the Adult Services Manager in Manchester if he would put me in a secure hospital or prison because I was convinced I was bad and needed to be punished.  My levels of mental distress were unreal and I don’t know how I got through it.

I moved to my current service in Newport in 2002 and was given a brand new slate.  The service knew about my difficulties and encouraged me to be more independent and limited my reassurances.  I was made to do more things for myself and although it felt really cruel at the time, I have come out at the other end and now I take the calmness and the quality of life I now enjoy for granted after overcoming such overwhelming hurdles.  I am now very self motivated and push myself; I do not need the staff to do this for me as much as they had to.  I had mistakenly thought all of my life that if |I achieved something I would be proud of that my self esteem would automatically recover and I would be ‘normal’ and that I would live happily ever after, however I have come to realise now that my low self esteem and depressive thoughts are within me (perhaps as a result of my condition and my past experiences) and it doesn’t matter if I cure cancer, save the starving Africans or save the environment, I will always have feelings of low self esteem and anxiety, however now I realise that with the right support and attitude I can hold on through these times because inevitably the bad times always clear and the good times will eventually return.

CONCLUSIONS
The support and the quality of support I receive is obviously very important to my well being.  Obviously I can only speak for myself but there are several ways in which a support worker can support me, most of them very simple.  The first thing is to let me speak.  There is nothing worse when your anxious and are trying to tell someone your problem and those who support you don’t let you finish off your sentences and tell them your problems.  There have been times when I have had three people attempting to help me all at the same time and then have left without ever finding out what the problem was.  It can be infuriating also when you start to tell someone your problem and they then interrupt after only a few seconds, assume what you are talking about and then talk for ten minutes about themselves and how they too suffer from that problem.  This increases my anxiety because they think we’ve had a good talk and cleared the air but in actual fact all they have done is talked about themselves and there own problems.  This happens to me frequently and I feel it is a critical area that staff are still not trained in.  Although I am chatty I am not very assertive and am too polite to push my way in, for others with Asperger’s who are very shy they have no opportunity to get their point of view across.  This lack of assertiveness is often part of the disability and if people insist on forcing their point of view across they are missing the point of what working with a person with Asperger’s is all about.  We then feel we have been bullied into accepting another’s point of view about an important decision in our lives and then when it comes out in an outburst later, the staff can be left offended and exasperated.  As service users we need plenty of time and encouragement to get our point of view across.

It is also very important that words are not put in our mouths too.  Sometimes people make sweeping statements to brush over a contentious issue but all this means is that I am left feeling that no one understands and the problem does not then go away.  I need a sympathetic ear in the same way anyone else does with a problem and need to be told the merits of my argument as well as the weaknesses, before I can come up with some kind of a solution.
Finally I would say that it is important for staff to be consistent.  There are so many times that I am given advice that contrary to what they have been told before and this causes me great distress.  Sometimes staff may even contradict themselves three or four times in a single sentence.  This increases my anger and sense of frustration.  I would also say that the first thing any member of staff needs to do when working with anyone on the autistic spectrum is to make it very clear in no uncertain terms that they are there for us if we need them, so many people are too shy and inhibited to do so and this can make us feel isolated.  It is also vital (in my opinion) that people do ‘something’ in time of crisis.  There have been times when I have been left in crisis because people said they were too scared that they did the wrong thing so invariably have had to wait until a person who knows me better comes on shift before I can work things out.  The worst thing a support worker can do is to do nothing.  I feel this increases incidents and is in my opinion the reason why the more challenging service users have big incidents, because they can sense when a staff member is frightened of them and because they desperately need someone to take control they explode in the hope that someone will respond to their needs.

THANK YOU!

