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What is OCD?


 


This is a unique book of inspirational stories written by ‘real’ people who have sought to overcome their own obsessive compulsive disorder. We’d like to extend our thanks to all of the people who have contributed to this book. We recognize that it takes courage to expose those aspects of themselves that, at one time at least, seemed the most shameful and abhorrent. OCD is a problem shrouded by shame, ignorance and pessimism. It is not uncommon for a person with OCD to suffer for ten years before they receive a diagnosis.


We hope this book will help individuals with OCD recognize that they are not alone with their problem. One of the things that’s so exiting about hearing the stories of how people overcame their OCD is that it provides an opportunity to learn how they integrated a set of ‘general’ treatment principles to their unique personalities. Our aim in this chapter is to briefly outline what obsessive compulsive disorder (OCD) is and how it is usually overcome. We hope this will provide a reference from which the reader can consider the courageous journeys described in this book. For a more detailed explanation of OCD and how it can be beaten, please consult our book, Overcoming Obsessive Compulsive Disorder, also published by Constable & Robinson.


OCD


OCD is the fourth most common psychological problem after depression, alcohol and substance abuse, and social phobia. Researchers estimate that about two in every hundred of the population have OCD at some time in their life. At least one in every hundred of the adult population is significantly distressed and handicapped by their OCD, and about one in every two hundred children and adolescents. The frequency is much the same all over the world, although the common forms of OCD may differ according to the culture.


In essence, OCD is a problem of trying too hard to reduce the threat of harm. The content of an obsession is usually what a person tries hard not to think about, or a kind of harm they particularly want to prevent. This might be a threat of harm to the self or other people, in the present or the future. People with OCD often feel that they have a pivotal responsibility for preventing or causing harm. This is often based on a misinterpretation that a ‘mental event’, a product of their mind such as an intrusive thought, image, doubt or impulse, is a threat in some way. For example, he or she may view themselves as bad for having such thoughts or are worried that the anxiety will make them lose control and go mad. If you are a person with OCD, you might try to rid yourselves of these mental events by carrying out a compulsion or avoiding triggers, but several consequences can occur:




•   The more you check something the more responsible you’ll feel.


•   The more you check something the more doubts you’ll have.


•   The more you try to neutralize or suppress a thought or image the more intrusive it will become.


•   The more you analyse a thought the more significant your mind will interpret that thought as being, and therefore it will be more likely to draw your attention to it.


•   The more you try to reduce threats the more aware of them you will become.


•   The more you try to reassure yourself or get reassurance from others, the more your doubts return.


•   The more you wash, the more likely you are to feel dirty and to wash again.


•   The more you avoid something the more your fear of it will increase.





As you can see, the solution is the problem. Sometimes it feels like your solutions ‘work’ briefly (for example, they reduce anxiety or make you feel more certain) but then it gets worse. Overcoming OCD therefore usually involves the person re-training their brain to take less excessive levels of responsibility, and to treat intrusive thoughts and urges as part of very normal events in their mind, that should be allowed to simply happen. It means not responding to them and allowing yourself to just experience the thoughts and feelings.


Anxiety


Another key element of OCD is anxiety. Feeling anxious will make you more likely to jump to the worst conclusion, and will make catastrophic thoughts and images seem much more plausible: you may really start to believe that terrible, life-altering things are going to happen. Therefore, thinking and acting in ways that would be consistent with not being afraid, and ‘facing’ your fears, are a large part of recovering.


Other obsessional problems


There are a some other ‘obsessional’ problems that share similarities to OCD, including; ‘health anxiety’, in which a person is excessively preoccupied and distressed about the idea that they have or may contract an illness (this is covered in detail in our book, Overcoming Health Anxiety, published by Constable & Robinson); ‘body dysmorphic disorder’ (BDD) in which a person is excessively preoccupied with the idea that they are ugly (this is covered in detail in our book, Overcoming Body Image Problems including Body Dysmorphic Disorder). Compulsive hair-pulling (trichotillomania) and compulsive skin picking are also seen as related to OCD. All of these problems are similar in that refusing to participate in compulsions is the key to overcoming the problem.


Different kinds of OCD


Obsessive compulsive disorder can take many different forms. The various stories in this book represent most of the common ones. Below we introduce some of the different types. However, we could easily fill several volumes describing the many different variations of OCD so please don’t be alarmed if what you read isn’t ‘exactly’ you.


The most common kind of OCD is fear of contamination. This usually involves a fear of either causing harm or being harmed by germs, viruses, chemicals or other dangerous substances. Other than harm, some people with contamination obsessions are trying to avoid disgust. This is usually from sources such as bodily fluids and faeces. Researchers have also learned that some people with mental contamination do not need to have any physical contact to feel contaminated. They may have felt betrayed or violated in the past or may now fear having their personality ‘contaminated’ through association or contact with people they regard as undesirable. The most common ‘safety’ strategies related to contamination fears are avoidance of something or excessive washing. Washing might be of hands or body parts, or might include washing clothes, surfaces or items such as door handles.


Another common kind of obsession is the fear of being responsible for other kinds of harm such as the home being burgled or causing fire as a consequence of not being careful enough. The main strategies that people tend to use that maintain these fears are checking and giving up responsibility to someone else. An example of this kind of OCD is a fear of accidentally running someone over, leading the person to repeatedly retrace his or her journey or excessive checking in the rear-view mirror. An important understanding from research is that the more a person checks to make sure that they have not caused harm or failed to prevent harm, the more responsible and uncertain they feel. This is why stopping checking is so often a key part of recovering from OCD.


Around 7 per cent of obsessions focus upon the body or physical symptoms. This may have some overlap with health anxiety, in which a person fears that they may have an illness or are afraid that they may contract an illness. The more common concerns are cancer and AIDS/HIV, but it can be about any kind of physical or mental illness.


Another form of OCD is excessive concern with exactness, order or symmetry, such as excessively tidying and straightening up areas of the home or office. This might include excessively well-ordered bookcases, wardrobes, drawers, desks, kitchen cupboards and so on. This can make everyday activities very time-consuming, and can sometimes lead individuals with OCD to ban other people from areas of their home.


Religious obsessions, including fear of having sacrilegious or blasphemous thoughts, affect approximately 6 per cent of people who suffer from OCD. The responses that tend to maintain these obsessions include avoidance of religious people or places of worship, and repeating prayers until they are ‘just right’. People with this kind of OCD may also try to replace their intrusive thoughts with ‘correct’ thoughts or images, or say phrases in their mind such as ‘forgive me’, ‘no, no’ or ‘I don’t mean it’, or they may repeat the unwanted phrase in their mind to try and cancel out the original thought. They may avoid certain activities, objects or people so that they are not tainted with unwanted thoughts.


Inappropriate or unpleasant sexual thoughts or images are another common form of OCD. These thoughts are often surrounded by great shame and guilt. This can be a particular problem for individuals with OCD as it frequently prevents people from seeking help. This might take the form of thoughts or images of abusing children, babies or older adults, which the individual finds senseless and repulsive. The kinds of strategies that people employ that tend to reinforce sexual obsessions include trying to suppress or avoid thinking about certain topics; some people will tend to avoid sexually related activities altogether; and others will scan their bodies carefully to check for any ‘inappropriate’ bodily sensations. A particular problem in our modern times is the current moral panic and fear related to paedophiles. Of course, we recognize that child abuse is a very serious issue and occasionally people with OCD may have been abused when they were younger. However we also know that OCD is a problem that is not taken seriously enough. With this in mind we believe it is also very important that people with this kind of OCD reclaim the right to NOT worry about being a paedophile.


Hoarding obsessions can also occur in OCD. Here, a person collects items often regarded by others as excessive, useless, worn out, or of little or no practical value. The key here that the hoarding (as opposed to collecting for a hobby, for instance) is often linked to a fear of losing something important or a fear that they will, at some point in the future, regret throwing something away. The effect of hoarding, as with all OCD, can be devastating, often leaving the individual’s home, or at least certain rooms, in chaos or squalor. Helping to overcome hoarding problems requires ruthless, rigorous separation of what is important, beautiful or valuable from that which is kept ‘in case’.


Thoughts or images of violence and aggression – for example, stabbing a loved one – affect roughly one in twenty people who suffer from OCD. Individuals with these kinds of obsessions will frequently attempts to neutralize or ‘remove’ these thoughts. They may repeat certain activities, remove dangerous items such as knives from their home and carry out mental rituals such as saying special words in their mind. Such worries often occur in young mothers looking after a baby – the problem is not their risk of being alone with a child, but the suffering and handicap caused by the OCD.


Lastly people may sometimes experience intrusive nonsense words or music. This can be a particularly good illustration of what can happen if you try too hard to get rid of certain mental experiences. People sometimes worry that they are losing control of their minds and try desperately to push these experiences out of their mind, attempt to get to the bottom of ‘why’ they have them, or seek (or give themselves) frequent and excessive reassurance.


One of things we would like to stress very strongly is that the studies on intrusive thoughts in people with OCD and those in people without OCD have found no difference in the content of the thoughts, images, doubts or urges. It is only the interpretation of these events that differs between those who have OCD and those that do not that drives the increased frequency and intrusiveness of these mental events.


Overleaf is a list used in an important research study by S. Rachman and P. De Silva on OCD, in which ALL kinds of people, NOT just people with OCD, recognized experiencing the following kinds of NORMAL (if not always pleasant) thoughts:


1   Impulse to hurt or harm someone


2   Impulse to say something nasty and damning to someone


3   Thought of harm to, or death of, close friend or family member


4   Thought of acts of violence in sex


5   Impulse to crash car, when driving


6   Thought, ‘Why should they do that? They shouldn’t do that’, in relation to people ‘misbehaving’


7   Impulse to attack or strangle cats or kittens


8   Thought, ‘I wish he/she were dead’, with reference to persons close and dear, as well as to other people


9   Thought to harm partner with physical violence


10   Impulse to attack and violently punish someone, for example, to throw a child out of a bus


11   Impulse to engage in certain sexual practices that involve pain to the partner


12   Thought, ‘Did I commit this crime?’, when reading or viewing reports of crime


13   Thought that one might go berserk all of a sudden


14   Thought of wishing and imagining that someone close was hurt or harmed


15   Impulse to violently attack and kill a dog that one loved


16   Thought, ‘These boys when they were young . . .’ – i.e. mechanically repeating a particular phrase


17   Impulse to attack or harm someone, especially own son, with bat, knife, or heavy object


18   Thought of unnatural sexual acts


19   Thought of hurting someone by doing something nasty, not physical violence, ‘Would I or would I not do it?’


20   Impulse to be rude and say something nasty to people


21   Thought of putting obscene words in print


22   Image of mental picture of stabbing a passer-by


23   Image of mental picture of stripping in church


We hope that this helps you see that the weird and the wonderful are all part of normal human mental events! You simply can’t choose what enters your head (nor should you as you’d lose all novel and creative thoughts that you’d never thought of before). You can only choose how you interpret and respond to what enters your head. Normalizing your thoughts, urges, doubts, impulses and images – that is, appreciating that they are just the sort of everyday thoughts that many people have – will be of enormous help in recovering from OCD. You can then start to learn how to give up your compulsions and face some of the fears that you have avoided.


Avoidance behaviour


One of the major ways in which OCD is maintained is by avoidance of the triggers for obsessions. Each time the person avoids a situation or activity the behaviour is reinforced because they have prevented themselves from experiencing anxiety and the harm that they think could have occurred. For example, if you avoid using public toilets because of the fear of contamination, you will have prevented yourself feeling anxious and your mind is likely to encourage you to avoid it again. Very often avoidance see-saws with compulsions – if you can’t avoid something, you might create a ritual for dealing with it, or if rituals become very troublesome you might try even harder to avoid it.


Have I got OCD?


Only a trained health professional can diagnose you as suffering from OCD. The following is a screening questionnaire from the International Council on OCD.


1   Do you wash or clean a lot?


2   Do you check things a lot?


3   Is there any thought that keeps bothering you that you would like to get rid of but can’t?


4   Do your activities take a long time to finish?


5   Are you concerned with orderliness or symmetry?


If you answered yes to one or more of these questions and it causes either significant distress and/or it interferes in your ability to work or study or your role as a homemaker, or in your social or family life or in relationships, then there is a significant chance that you have OCD. This test can be a bit over-sensitive to diagnosing OCD, so if you think you might have OCD, it is best to talk to a health professional and get appropriate help.


At what age does OCD begin?


Different individuals develop OCD at different ages. There is a group who develop OCD from about six onwards (more often boys). There is another group that starts to develop OCD during adolescence but the average age of onset is in the early twenties. The average age that men develop OCD is the late teens while women tend to develop it in the mid-twenties.


Who is vulnerable to developing OCD?


Like so many other kinds of psychological problems, there is no one ‘type’ of person who develops OCD. We’ve met people from all walks of life who have OCD, and it certainly has nothing to do with being ‘weak’ or ‘crazy’. However, researchers have identified some psychological traits that may be associated with vulnerability to OCD. These include:




•   Perfectionism


•   Tending to be overly responsible


•   Over-estimating the importance of thoughts


•   Being intolerant of uncertainty


•   Being generally anxious and a worrier





If you have OCD, and you recognize these tendencies, it will be well worth while trying to stop them in order to help you defeat your problem.


It is also possible that there are some genetic or biological factors that make people vulnerable to OCD, but generally psychological treatments have been by far the most successful. It’s also possible that some early experiences, such as experiences of high levels of responsibility in childhood, may have a role to play. Ultimately everyone has their own unique blend of factors that led them to develop OCD: different journeys to the same address, if you like. However, the good news is that, whatever the route to developing OCD, most people respond well to very similar methods to help them get away from OCD and back to their lives.


Famous people with OCD


By way of illustrating that OCD can happen to all sorts of people, there are several famous or notable people who are thought or known to have suffered from OCD. It’s becoming increasingly common to hear people mention OCD in the media, and sometimes popular personalities might refer to themselves as a ‘bit OCD’. The following are some examples from history.


Howard Hughes (1905–76)


Hughes is one of the most famous individuals with OCD, and was played by Leonardo DiCaprio in a film about his life called The Aviator. Hughes’ main obsession was a fear of contamination. He avoided sunlight, which he believed would encourage the growth of bacteria, and everything had to be handed to him covered in ‘handles’ of paper tissues so it did not come in contact with germs. When he died at the age of seventy-two in 1976, he was utterly isolated and in a state of total self-neglect.


Samuel Johnson (1709–84)


The author and creator of the first English dictionary, Samuel Johnson had both OCD and Tourette’s syndrome and is reported to have carried out rituals when passing over the threshold of a door.


Charles Dickens (1812–70)


Charles Dickens may have had OCD. He had high levels of anxiety and was universally described as ‘highly strung’. He had an obsession for ordering the furniture in any room in which he stayed or worked to try to achieve its exactly ‘correct’ position. Certain objects had to be touched three times for luck. Dickens also compulsively tidied up after others and was angered by sloppiness.


Hans Christian Andersen (1805–75)


Hans Christian Andersen was a famous Danish writer of fairy tales who it is thought had OCD and depression. He would become obsessed that something he had just eaten would poison him or would exaggerate some trivial event to the point that he thought it would lead to his death. Most nights, he repeatedly rose from his bed in order to check that he had extinguished the candle by his bed, though he had never failed to do so. Andersen would often worry that he had paid the wrong amount in a shop or that he had mixed up the envelopes of the letters he had sent.


What triggers OCD?


The factors that might trigger or ‘switch on’ OCD are relatively unknown, and it usually begins gradually. You may be one of the 50 per cent of OCD individuals for whom there were no specific triggers. However, individuals with OCD are more likely than individuals without OCD to have had one or more life-altering events in the six months prior to the onset of their OCD. Some individuals report a specific event such as having a child that led to OCD being triggered. For others, a trauma such as rape, an accident or other bad experiences such as bullying or conflict may ‘switch on’ or aggravate OCD.


Treatments for OCD


The main treatments for OCD are cognitive behaviour therapy (CBT), which includes exposure and response prevention (ERP). More severe symptoms usually require antidepressant medication. Medication may be used in combination with psychological therapy or alone. In general, you are less likely to relapse if you do CBT/ERP than medication alone. One of the things that can be a bit confusing about overcoming a problem that can feel as tough and complicated as OCD is that the treatment principles can seem relatively simple. And indeed in many ways they are: it’s just that simple does not necessarily mean easy. That said, quite often the key to solving any problem, OCD included, is understanding the true nature of the problem (e.g. that the real problem is excessive worry about being dangerous rather than in fact being dangerous). Once you become clearer on the nature of the problem it’s easier to pick the right solution. In the case of overcoming OCD it may be that you’ve been trying too hard to be safe, or to rid your mind of certain thoughts. In this sense recovery can be seen as both keeping things a bit simpler and taking it a bit easier!


CBT is available both on the NHS and privately in the UK, and private treatment is not a guarantee of better quality. The most important thing is to make sure that you get treatment from an appropriately trained therapist whom you feel understands your problem well, and has robust determination to help you beat it. The charity OCD Action has produced a leaflet which provides advice on how to access treatment for OCD on the NHS and privately which you can download from their website. They have also produced a checklist to help you work out whether or not the treatment you are receiving is CBT which is also available from their website. Their contact details are listed under ‘Support Groups and Charities’ at the back of this book.


Exposure and response prevention (ERP)


This occurs when a person with OCD repeatedly confronts the situations or activities that he or she has avoided without doing a compulsion (technically called ‘response prevention’ or sometimes ‘ritual prevention) until the anxiety has subsided. This is the cornerstone of psychological treatment and the process of letting the anxiety reduce is known as ‘habituation’. It also helps you to find out whether what you expect to happen does in fact happen and to learn new ways of behaving by acting against the way you feel.


Cognitive behaviour therapy (CBT)


Exposure may also be part of a formal ‘behavioural experiment’ where you are testing out some of your feared consequences (for example, the belief that when you are very anxious that it will go on forever if you don’t carry out a ritual).


The cornerstone of CBT for OCD is to test out whether what you learn in an experiment fits best with two competing theories:


1   Theory A: you are at high risk of causing harm or failing to prevent harm. Your solution is to try hard to reduce this risk. Unfortunately your solution of compulsions and avoidance then becomes your problem and feeds your worries.


2   Theory B: you worry excessively about causing harm or failing to prevent harm. If the problem is of worry, then the solution is completely different to Theory A and involves acting against your bully to overcome your worries.


Breaking free from OCD


One of the most important things to consider about overcoming OCD is that overcoming OCD in itself is not the point. The point is to live in a way that you find rewarding, that is consistent with being the kind of person you want to be, and that is consistent with contributing to the kind of world you want to live in. This will almost certainly not involve endless hours of your life engaged in ruminating, analysing, checking and avoiding. Despite your intention, you, your loved ones or the world around you do not feel in any way protected or cared for by your OCD. Assuming you have OCD, if your current strategies were working it’s unlikely that you would be still be having your fears.


Here are some key ways in which you can lessen your OCD and improve your life.


1   Imagine how you would like to be different, in terms of how you feel and behave. Picture yourself being this way in your mind’s eye.


2   List all of your hopes, dreams and aspirations. Imagine how being utterly free from OCD would help you towards them.


3   Develop a mental image that represents your OCD when it is trying to force you to carry out a mental or behavioural ritual – a bully, a demon, a computer virus, Nazi propaganda on a radio or choose your own mental image.


4   Develop a mental image that represents defeating your OCD.


5   Find inspiration for overcoming adversity – choose a role model or metaphor that helps you to stick with progress and resist the urges to check, wash, seek reassurance, review or analyse in your mind.


6   Identify someone who you can share (and celebrate) your progress with. Help them to see that you need cheering on in your progress, NOT reassurance or debates over safety etc!


7   List all of the strategies that you employ in your mind and in your behaviour that are maintaining your OCD. View these like bad habits you are going to train yourself out of and do not respond to such urges by giving yourself reassurance or try to suppress such thoughts and urges.


8   Imagine that you have a twin, who is the same as you in every respect, but is free from OCD, and use them as your guide in changing your behaviour.


9   Test out treating your problem ‘as if’ it’s a problem of worrying too much or being too cautious. The trick is to do this even though you’re not 100 per cent sure. Remember that looking for certainty is very much the problem, not the solution.


10   Find a metaphor for treating intrusive thoughts as events just passing through your mind. Traffic passing in the street or leaves on a river are just a couple of examples. The trick is to allow your mind to take care of itself, without interfering with or responding to the intrusive thoughts. The flow of thoughts in your mind should be as much left to its own devices as the blood flowing through your veins.


11   Deliberately practice refocusing your attention on to the things you can see, hear, smell and feel in the ‘real’ outside world, here and now.


12   NORMALIZE your doubts, images, thoughts and impulses. This means fully accepting that your intrusive thoughts, images and doubts are normal and part of being human.


13   Embrace each time you have an intrusive doubt, image, thought or impulse as an opportunity to accept them willingly into your mind. Think of it as keeping your friends close and your enemies closer!


14   Practice assuming the best. OCD has a habit of knocking your rose-tinted spectacles off so get back to normal by assuming the best rather than the worst.


15   Listen to music that helps you to get into the frame of mind to drive your true values and aspirations straight through OCD and out the other side.


16   Focus on getting better, more than feeling better. Measure your progress in terms of your levels of distress and ability to function across the course of a couple of weeks.


17   ‘OCD loves a vacuum!’ As you recover, fill the gaps in your life that your OCD might leave behind with hobbies, exercise, education, friendships, deepening relationships with loved ones or furthering your career. There’s evidence that doing so will help you keep OCD out of your life.


Trying to overcome OCD is tough, but it’s even tougher if you don’t attempt to and the rewards are enormous. Hopefully your fellow travellers in the following chapters will help you to see that you are not alone and inspire you to keep going, or perhaps something they have written will help you to start making changes. These are ‘real life’ experiences, and you may find that there are both similarities and differences to your own experience. No matter what, don’t give up. If you seek help from a healthcare professional, don’t accept a poor level of understanding and pessimism. OCD can be overcome and you have the right to be free from excessive anxiety, guilt, obsessions and compulsions.


David Veale and Rob Willson




1


Life-changing events


The start of a nightmare


My life changed the moment I heard. It really was as simple as that.


Aged twenty-seven, I had recently moved in with my long-term girlfriend. I had a good job, and – after three years or so – I was doing reasonably well at it. I had a good set of friends, and life was – on the whole – going pretty well. Most people who knew me would think I had few cares in the world. And on the face of it, the future looked pretty good.


Then a colleague of mine committed suicide. I remember very vividly being told the news by my boss, and thinking immediately that something very major had changed in my life. Suicide might cause anyone to be upset, you might think. And I guess you’d be right, except that nobody else seemed to react in quite the same way as I did. I know that because I spent the weeks after his death anxiously monitoring other people to see if it was having the same effect on them as it seemed be having on me. In time, most people seemed to be able to get back on an even keel, and the smiles and laughter in the office gradually returned. Not for me though. I couldn’t work out why: he wasn’t a good friend, or even an especially close colleague. But something about what he had done, and how he had done it, had a profound effect on me.


In the weeks following his death, I just could not shift it from my mind. I deliberately avoided his funeral, fearing that it might make me feel worse. And it soon became obvious to me that what I was experiencing was not conventional mourning, but something altogether weirder. I felt desperately sorry for him and for his family, but – alongside that – I began to become inundated with thoughts about my own suicide. Five years on, I can talk about it quite freely, but at the time it was horrendous: I could barely see anything which didn’t remind me of killing myself. Every time I crossed the road, I pondered what would happen if I stopped moving and was run over by a bus. Using the Underground was even more of a nightmare. I was plagued by thoughts of jumping in front of the oncoming trains.


The volume and content of this type of thoughts caused me to be extremely worried. They must mean something about me, I thought. Perhaps my former colleague had had them before he killed himself? Is this what happens to people about to commit suicide, I kept wondering. I spent a long time analysing precisely what the meaning could be. But, while I was trying to figure it all out in my mind, I thought the most sensible thing to do was not to run the risk of a suicidal event actually happening. So I effectively shut down: I stopped using the Underground, and began adopting (often quite bizarre) tactics to limit my exposure to what I thought were ‘life-threatening’ situations. I barely told anyone about what was going on. I didn’t know where to start.


Gradually, the thoughts began to invade every part of my everyday life. Medicines in the cupboard, bleach at the supermarket, knives in the kitchen – you name it, my brain could conjure ways in which everyday items could kill me. Whatever I was doing, wherever I was, whoever I was with, try as I might, I just couldn’t chase the thoughts out of my head.


What was really bothering me about all this was not actually the end of my own life. Don’t get me wrong, though – that didn’t exactly thrill me either. But I remember spending hours and days deliberating the effects that my own suicide might have on those who I loved. I would, in some detail, try and picture what my girlfriend would do, how my parents would react, what my sisters would do. I also remember trying to gauge how colleagues at work would deal with another suicide within such a short space of time. But throughout it all I was totally confused: I didn’t want to kill myself, so why was I having so many thoughts about doing exactly that?


Living your life to a script like this does not make for comedy. The recurrent thoughts about my own death and, primarily, its effects on other people gradually drained all the colour from my life. I was obsessed by the thoughts, and apart from very short periods when I was completely engaged in something else, it felt as if I was thinking of nothing else. I didn’t want to eat and had lost weight (but in that ill-looking way that makes people frown at you sympathetically, rather than in a training for the marathon way that wins admiring glances); I couldn’t concentrate at work; and I had lost any interest in doing any of the things that I used to enjoy.


Unless you’re a hermit, when this sort of thing happens it is quite difficult for other people not to notice. And it had become increasingly obvious to everyone who knew me that something was wrong. By this stage, I had spoken to my girlfriend about it, but I couldn’t seem to articulate the problem. Of course, it’s all very clear now what was going on. But back then I had never really heard of anything like it. I thought I was unique (but not in a good way!).


At that time, if I thought anything about it at all, I probably thought OCD was all about triple-checking that you had locked your front door, and that your chest of drawers was tidy. I was pretty ignorant. And my knowledge of wider mental health issues wasn’t much better either. So, in trying to explain what was going on to my girlfriend and – later on – to my parents, I couldn’t seem to see any pattern or trend in what was happening to me. And I couldn’t really describe it all in any way that made any sense to anyone else.


Getting professional help


Eventually, with encouragement from my girlfriend and my family, I went to speak to someone about the problem. First, I saw a GP. We went through the chronology of what had happened, and I touched on some of the difficulties I was having. I can’t really remember what I said, but I don’t recall being too expansive about the strange thoughts. I remember we concentrated more on my lack of appetite and sleeping patterns – the effects, in other words, more than the cause. He said I was probably depressed. By that stage I wasn’t in a position to disagree.


On the doctor’s recommendation, I went to see a counsellor. My girlfriend had found the name of one for me on the recommendation of a friend, and convinced me that it was a sensible thing to do. But I can remember being embarrassed about the whole thing. I was a twenty-seven-year-old man who liked drinking, playing football and – for want of a more accurate pigeonhole – bore the hallmarks of an aspirant alpha male. Going to see a counsellor didn’t seem to be consistent with that. I certainly didn’t know anyone else in my group of friends who had ever done it, or rather, I didn’t know anyone who had ever told me about it!


So along I went to my first session with what turned out to be a very friendly counsellor in north London. The first few sessions went well, in the sense that we got on and I could tell her about what had been happening. But she could never quite figure out what really was going on with me. We went through my – mostly pretty happy – childhood, and my – again, pretty conventional and happy – family background and she kept drawing blanks. There didn’t seem to be some great big burning issue in my past that was triggering the problem. Yes, I had been to boarding school. But no, I hadn’t hated it. Yes, my parents had lived away from me when I was at school. But no, I had a good relationship with them, loved them and had never felt unloved in return. My relationships with the rest of my family were good, and we saw each other regularly. I loved my girlfriend; no, I wasn’t having an affair with the secretary. I didn’t really have any enemies (that I knew of, at least). We went through everything. Well, almost everything.


After about five sessions, I finally owned up to the fact that this was not the first time in my life that I’d had these strange, intrusive, recurring thoughts. And some of the things that I thought about, I explained, were actually a lot worse.


Opening up


I don’t know how you’re supposed to tell someone you don’t know that you have thoughts about killing people you love. It’s not something you can slip into a conversation about how late the daffodils bloomed this year. In fact, I had never told anyone about it before. Looking back, I am surprised I ever found the wherewithal to raise it with the counsellor at all. And I remember being surprised that she didn’t immediately call the police as I told her how – at various stages in my life – I had struggled to cope with violent, shocking, beastly, wicked thoughts about murdering people I love. It didn’t matter how many times I told her that I never actually wanted to do these things – I kept trying to stress that they appalled me and made me profoundly sad – when the words came out of my mouth, I felt like a truly evil creature.


Looking back, the counsellor deserves a medal. She listened intently, but never once showed any signs of being shocked. I remember that I cried a lot. I also remember that she was sympathetic (and seemingly not calling for outside help while I sat there wiping the tears away). After I had spat out my terrible secret to her, she told me that an assessment with a psychiatrist was probably what was needed. That terrified me. But in the interests of safeguarding those I loved most from the beast that clearly lived inside me, I remember thinking it was probably a sensible idea. In my mind, I was convinced that seeing a psychiatrist was the first step on an inevitable path to being put in some kind of secure institution. Scared as I was, I remember thinking it was probably the best place for me.


The diagnosis


Ten days or so later, after a referral from my GP, I went to see an NHS psychiatrist. I remember thinking that perhaps I ought to pack some extra clothes, in case the psychiatrist sent me straight off to the prison I had in my mind. I remember that I went with my girlfriend, my sister and her little dog. Going with people I knew calmed me down a little bit and the dog made things a bit more human. But it turns out that seeing a psychiatrist isn’t quite what I had envisaged. Yes, the building I went to wasn’t what you would call a home from home. But there were no padded cells (that I could see, anyway), and the lady I spoke to was about my age and not remotely scary. My counsellor had written a letter following our meeting, and the psychiatrist had read it before I arrived. After a thirty-minute chat and a few tears (from me, rather than the psychiatrist!) she told me I had OCD and secondary depression. She prescribed something called cognitive behaviour therapy (CBT) and a dose of antidepressants.


That half-hour meeting changed the course of my life. Not least because she hadn’t dispatched me to the secure institution I had thought would be home for the rest of my time. Instead I got to go home afterwards . . .


Following the diagnosis, I was so elated that it wasn’t just me who had this problem, and that having it didn’t necessarily guarantee that I would one day feature on Crimewatch (I had always hated that programme precisely because I thought I would one day be on it). The psychiatrist had told me I had several options: the NHS would provide CBT, but there was a long waiting list, she said. Or, I could get the same treatment privately. However, I could get going with the pills immediately. So I did.


I spent most of the next two weeks or so reading everything I could about OCD. So did my girlfriend and family. A wave of euphoria crept over me as I learned that what I had was a recognized condition and that there are things you can do to get better. Looking back, I think I confused the diagnosis with the cure. The reality is that it took me a lot of time to get my life back together. But at the time, things were definitely looking up.


The start of a comeback


I guess that from learning about the suicide of my colleague to being given a diagnosis took about three months. During that time I had seen and spoken to four professionals about the issue. But in those three months, I had become a shadow of the person I was. I was thin and withdrawn, and not much fun to be around generally. I was crying a lot of the time, and occasionally felt that life was not really worth living if it was going to be like this. So, in the wake of the diagnosis, I took some time off work and went to stay with my parents for a while. My bosses at work were brilliant – they had by this stage twigged that something wasn’t quite right, and gave me a lot of encouragement as well as the time off.


Moving back in with my parents – and, in doing so, leaving my girlfriend behind – was awful, but she had a full-time job and I just didn’t feel capable of dealing with long spells alone each day. I was slightly embarrassed about barging in on my parents’ semi-retirement – what twenty-seven-year-old wants to be living at home with his mum and dad? It wasn’t exactly part of my big plan for life. But they were fantastic: it was the first time we had lived together for ages, and they did all they could to welcome me home. Incidentally, when I look back on this period (and when I am in an objective frame of mind), I do think one of the positives of having been through all of this is the effect it has had on my relationship with my family. It is humbling to think how much love and support they have given me over the last five years.


After the diagnosis, I changed therapists and went to see a one who specializes specifically in CBT. Gradually, it became clear that nothing I could tell him about my thoughts scared him. And so I opened up about the true extent of them. I told him about all of the many and varied gremlins that I had which – to my mind – made me an evil person. He told me that nearly all of them were pretty textbook for someone with OCD. Besides what he told me himself, the therapist gave me a reading list of books to read on the subject, which my family and I duly devoured, trying to learn as much as possible, as quickly as possible.


At the same time as reading the books, over several sessions the therapist gradually managed to demonstrate to me that I had what he described as ‘maladaptive’ perceptions of the world and in particular my sense of responsibility in it. Basically, insofar as there was a cause for what was happening, it was a heightened sense of my own responsibility. As a result, among other things I had done was to fuse together the idea of a frightening thought with the belief that I might act on it. And in turn, he told me, because I didn’t want to harm anyone else I had more thoughts of doing exactly that than the national average (which is already surprisingly high, based on studies he showed me). Essentially, he was trying to point out, everyone in the world gets weird thoughts.


The format was that I would see the therapist once a week and do ‘homework’ between the meetings. The homework mostly consisted of trying to overhaul the system I had put in place for coping with the dreaded thoughts. It seems what I had thought were really clever tactics for coping with them had apparently been pretty conventional, too (and had served to make the problem worse). Mostly, those tactics had been to avoid scenarios when the thoughts would typically occur. As I mentioned, I had all but stopped using public transport. I had also removed certain knives from kitchen drawers which triggered the thoughts, and moved medicines from the cupboards at home so I didn’t have to see them every day. I tried to limit seeing or hearing about anything that might prompt thoughts about me harming others.


Overhauling all of this took some time. I had to do all sorts of different things to try to test whether the horrible thoughts and images I had were meaningful, and to try to get used to them: I stood repeatedly on railway bridges, willing the suicidal thoughts on; I used a chainsaw to cut up logs, trying to dream up horrendous massacre scenarios; I carried a penknife on walks with my family. There were lots of other exercises, too. All of them felt totally alien, and – in some cases – caused me massive amounts of anxiety. I genuinely thought that I was risking mine and other people’s lives by doing these things, and occasionally thought that the therapist was mad for getting me to do them. But he calmly explained the principles of exposure and actively encouraged me to carry on. Fortified by his explanations, in the space of three months I put myself in all sorts of scenarios I would always have avoided in the past.


Challenging my strategy of avoidance proved pretty successful, and before long I was beginning to learn that there is not an automatic fusion between thoughts and actions. Effectively, I had begun to appreciate that you can think anything you like (or, more often than not, don’t like) and not have to take steps to prevent those thoughts from becoming a reality. That was progress. Over the space of the next couple of months, I stopped living with my parents and moved back to my girlfriend, returning to work at the same time.


In preparation for all of this, I had found some support groups for OCD sufferers that I thought might be useful. In some ways, they were. It was interesting to meet other people who experienced similar problems and hear from them how they were dealing with them. Some seemed to have a good understanding of CBT; others had only recently started to try to get help. Some were on medication, others weren’t. I didn’t go to hundreds of meetings, but I went to a few. Some people swear by them; other people hate them. The only suggestion I can think of is to go and see for yourself.


When you’re grappling with CBT but not quite there yet, it can be useful to have something else to focus on. Sport was quite helpful for me. There is something about the concentration levels and focus required to play most sports that is completely absorbing, and therefore refreshing. I found squash particularly useful for that. Football is pretty good, too. Cricket is all right when you are batting, but fielding for hours on end tends to mean a lot of time for your brain to wander. But in general terms, I have always found sport of any kind really to be an excellent relief from a cluttered brain, albeit that the relief is temporary. It’s clearly not a solution on its own, but it can help.


A major hurdle


Although, on paper, I was living my life normally, I was not totally converted. I was still struggling to believe that the thoughts – at some level at least – did not mean something about me. I couldn’t quite believe that they didn’t somehow signify that I was fundamentally an evil person. I still was not convinced that it was safe to have them, and that I didn’t need to chase them out of my head. And it was around this time that the thoughts began to take a different turn. To date, most of what I had worried about was based around my own death or about the death or injury of others. The thoughts now began to turn to my sexual orientation. In particular, I began to think that in addition to being a suicidal serial killer, perhaps I was also a paedophile. That is far from a winning combination, in anyone’s book.


You might think that, having learned a little about the theory behind the thoughts, I could easily dismiss these new ones. But I couldn’t. The content of what was now floating around my head felt so revolting that a new wave of shock and self-loathing overcame me. Of all of the themes of thoughts I have ever had (and there have since been others, too) the idea that I might be a paedophile has been the most difficult to come to terms with. I found myself avoiding all over again – this time any scenarios where there might be children, any newspaper reports of paedophiles (of which, it seems, there are hundreds published every day) and any other scenarios which might trigger the thoughts. My natural tendency was to fight the thoughts, disprove them, reason with them – anything to make them less frightening. Anything to make them go away. These new ones seemed to fall outside the boundaries of any of the techniques and theory I had learned. They were just too serious to risk taking any chances with, I thought.


Having taken several steps forward, I was now back to being profoundly miserable again. I felt incredibly depressed. Gradually, the secondary depression made its own bid for pole position, and I was in a mess again. I had stopped eating properly, I wasn’t sleeping and I had no energy to do anything. Things kept getting worse as I battled day and night trying to evict the uninvited thoughts from my head. So much so, I had to take even more time off work, and again moved back in with my parents. Groundhog Day.


This period marked the low water mark of my OCD experience. I don’t think I have ever been so unhappy, and there were times when it didn’t seem worth carrying on. I would dread the moment, one or two seconds after waking up each morning, when the wave of new thoughts would come into my head. Each day seemed to go downhill from that moment on. The only thing I wanted to do was sleep. Sleep offered what I thought was the best chance of stopping the flow of the thoughts. The rest of the time, I was bad-tempered, miserable to be around and crying nearly all of the time. I just couldn’t see any way ahead.


Given that this is a positive story, it doesn’t make much sense to dwell too long here on how bad things were. Suffice to say, I didn’t know it was possible to feel such aching loneliness and unhappiness. When I look back on how dismally wretched the situation had become, my memories still have the capacity to shock and upset me. But in time, and by that I mean about six months of seeing a therapist regularly, and of applying the same core techniques, I gradually began to escape the dark place my head had become.


The present


Three years later, I have been slowly able to come to terms with my OCD. There are even times when I can laugh at what’s going through my mind. A few years ago, the same thoughts would have paralysed me with fear. The thoughts I have are mostly based around the same core themes: suicide, murder and being some kind of sexual deviant. None of which is the stuff of dreams, obviously, but it’s not the end of the world either. I have gradually come to realize that the particular content of one thought or another doesn’t really matter. The reality is that they are all unwanted; they are all part of the same problem; and the way to deal with all of them is the same.


I still see a different therapist – this one a specialist in OCD and based closer to home – but less often than before. And, when I knock on the door at the beginning of each session with him, I sometimes think how things have changed since I was diagnosed with OCD. When I went to my first session with him, he and I sat down and discussed what was important to me, what my goals in life were and what sort of a person I wanted to be. And there are tangible achievements I can point to over the last three years where I have successfully overcome my OCD to achieve these goals.


Easily the biggest achievement is that I successfully convinced my longstanding girlfriend to marry me. During the worst times I had struggled to like myself and the idea that somebody else might love me enough to spend the rest of their life with me, warts and all, was pretty staggering. Throughout everything we have been through with the OCD she has supported me totally, not reading too much into the thoughts that were in my head. She has told me that she sees them as a mental misfire somewhere in my brain. At various stages, she has had more confidence in me than I have often had in myself. I hope that I would have shown the same patience and love if she were in the same position. The day we got married really felt like the conclusion of all of the pain of the last few years. I had worried for ages that it might never happen or that if it did, I would be so desperate for the thoughts not to overcome me at some key moment that I wouldn’t be able to enjoy it. I barely noticed them.


There are other achievements, too. We have bought a house together, for example. Previously, I had thought this was a step too far: what if I did commit suicide, and she was left to make the repayments by herself? I have also been promoted several times at work, and have recently been offered the chance to live and work abroad. I feel I have repaid the faith shown in me by my company and colleagues. And, while these things may not seem like much, at one stage or another in the past they all seemed completely out of reach when I was in the depths of despair with my OCD. More to the point, to me they seem like illustrations of someone who is doing more than just existing. They seem like signs of someone who is pursuing life.


But it’s also in the small things where I can see a major difference between who I was and who I am now. I don’t dread the mornings anymore; I can spend time by myself, alone with my thoughts; I can read newspapers without fear that an unexpected article will throw me into a panic; I can hear the sound of birds in spring and feel a surge of happiness inside me that confirms that life really is worth living. Reading that last line again, I can hear that it sounds like a cliché. But when I was in the midst of despair, I wouldn’t have known (or cared) whether the birds were singing or not. I was completely focused on what was going on in my head, to the exclusion of all else. I didn’t see or hear what was going on around me at all. In the process, I ignored some of the really amazing things that can happen day-today, and which have the capacity to brighten your life.


Other upsides


Don’t get me wrong, life is not perfect. I never did become a professional footballer. In fact, I have remained resolutely terrible at football throughout. But I can’t realistically blame that on the OCD. And – regardless of the OCD – I have the same good and bad days that everyone else enjoys and suffers, at work and at home.


The disorder itself hasn’t gone away. I know it is there, every day. There are some days when it annoys me; others when it is almost imperceptible. Some days it makes me sad; occasionally it makes me laugh. But OCD is not in the driving seat of my life anymore. It has become the passenger I don’t remember offering a lift to. There are still times when I would dearly love to throw it out of the car altogether. There are other days when OCD makes a bid to clamber into the front and wrestle control of the car from me. But the core principles of CBT do work: if you stick to them, and don’t take any shortcuts, it will go back in its rightful place (sometimes quickly, other times after a little while). There really doesn’t seem to be any other way to deal with that annoying passenger besides acceptance; I have tried lots of alternatives, thinking that they might somehow offer an alternative solution. I have sometimes tried to deny its existence, for example, which is completely counter-productive and very tiring. I have also tried to bargain with it: ‘in return for some peace of mind, I’ll adhere to your demands’. But, in the long term, that doesn’t work either. Whatever respite I have ever been able to gain from these kinds of coping strategies has always been painfully temporary.


There are definitely times when I get angry that OCD ‘happened’ to me. But in my experience, the ‘why me?’ questions are always the most difficult to answer. After the diagnosis, I spent hours trying to figure it out. The only conclusion I have ever been able to reach is that some pretty bad things happen to just about everyone.


But there are things that have happened because of the OCD which have changed my life for the better. I mentioned earlier that the love and support I received from my wife and my family has been monumental. I was very lucky that throughout all of this I had the most supportive people around me that anyone could hope for – supportive in the sense that they bought into the concepts behind CBT and didn’t let me revert back to my old ways of coping. Instead, they actively encouraged me to try to get better, and somehow managed to strike a balance between demonstrating love and affection and support for me, but resisting opportunities to try to help me drive the thoughts away. Quite how they did that – especially when I was at my most miserable – is difficult to imagine; it must have been very painful for them.


There have been times when the OCD frustrated all of us. And there are times when we have clashed about what represents the best way forward. But there has never been a moment when I doubted any of their support. That, probably more than anything, has been the key factor in my own attempts to get to grips with OCD.


There have been other positives, too. OCD has also given me a mental and emotional awareness that I lacked completely before. People are taught to take care of their bodies: don’t overeat, don’t drink too much and don’t smoke too much, for example. There are annoying signs everywhere reminding us all about it. But it’s less well-documented that your mind needs care and attention, too. And while I don’t now spend my days in cross-legged meditation, stopping only to refocus my inner karma and nibble on a super fruit, I do acknowledge that the more you know about your mind, its strengths and weaknesses, and about what is important (and what is not) inside it, the better off you are likely to be.


One of the biggest eye-openers of the last four years has been how wide of the mark my initial perceptions of mental healthcare in the UK were. In all, I have probably shared details of my OCD with six or seven different professionals now. From the very first doctor I saw to the NHS psychiatrist and all the various CBT therapists, all have been sympathetic and easy to talk to. And most importantly of all, none of them has ever been visibly shocked or horrified by the things I have told them about the contents of my thoughts. Even if they have not been the right person to treat me themselves, they have pointed me in the direction of others who are.


People talk about there still being a stigma attached to mental illness. My experience has been the opposite. The people I have told about my OCD – including friends and colleagues – have, almost without exception, been supportive. Most can sympathize with the concept. Some even recognize and acknowledge that they themselves experience thoughts they would rather not have. In fact, the more I spoke to people about OCD, the more I began to see that almost everyone can usually relate to some kind of intrusive thought. The thought that you might jump in front of a train as it roars past you on the platform is, for some reason, pretty common. Less commonly told is the thought that you might push someone else in front of the train instead, but that’s pretty well known, too, it seems.


For some people, it is a revelation when they discover that other people have these thoughts, and that they don’t know what to do with them either. The insights I got from conversations like these were enormously valuable in benchmarking what are normal human experiences. They were also great in breaking down the sense of loneliness I have felt at many stages in the last four years.


Arguably, dealing with OCD has also given me a drive in my life that I almost certainly lacked before. I now want to get on with the rest of it. I have a desire back to do many of the same things that other people want to do. For so long it felt as though I didn’t have any choices in my life. I couldn’t plan for the future until I had dealt with my OCD, I felt. As a result, I effectively put my life on hold for a few years. And now I have it back again. I want to be a better husband; I want a family; I want to be a good father; I want a successful career. Achieving all of these things will doubtless bring with it challenges. And the OCD will almost certainly make its presence felt along the way. But that’s no reason not to do it, I have grown to realize.


A partner’s perspective


We had been together for about seven years when it happened. My boyfriend (as he was then) had always been a lively and sociable person, although that is not to say that he didn’t occasionally have a bad mood or lose his temper! On the whole, his outlook was generally upbeat and positive. But over a period of only two or three weeks, he suddenly became very withdrawn, and uncharacteristically quiet. He didn’t seem to be particularly engaged in what was going in our lives or with anyone around us. Quite often his mind seemed to be elsewhere, and he wouldn’t necessarily answer questions I would ask him straightaway, as if he was somewhere else completely: it always seemed like he was concentrating on something inside his head.


He didn’t seem to want to do any of the things we had previously enjoyed doing – he didn’t seem to want to go out with friends, for example, and even lost interest in his football team (which did have its upsides: I got to watch something else on TV for once!). Physically, he seemed always to look tired and he seemed to see eating as a chore. He was losing weight quite quickly and starting to look less like himself.


At the time I had no idea what was going on, but I do remember thinking that it had to be more than just the shock and grief of the death of his colleague that was causing this change in him. I felt powerless and ineffective – like a child in some way, wanting an ‘adult’ to take over and tell us what the problem was . . . I started to look on the internet into all sorts of ways of helping to lift his mood, by improving our diets, doing exercise, cutting down on alcohol and so on. He went to see the GP and then a friend recommended a therapist, and he went to see her, too. That definitely felt like a positive thing to do: it made me feel like we were being proactive in trying to find a solution. Then, after he was diagnosed, being led by a trained professional definitely gave me the confidence that he would inevitably get better. I started to feel hope that there was a way out for him . . .


OCD has undoubtedly been the hardest issue we have had to face in our otherwise happy lives together. In some ways, the diagnosis was a relief even if only because this thing which had gripped him had a name, it meant that others must have it and that it must be treatable. At the beginning I had no feeling for how long it could take for him to get better – it seemed at certain stages like it might not happen for years. I definitely saw a marked improvement when he started the CBT and remember feeling hopeful then. But when there was a double dip later on I did wonder if he would ever be himself again.


The thoughts that he has occasionally sound horrible but they have never made me feel scared of him. I never thought that he would pick up a knife and stab me with it, for example. So I didn’t have a problem being a part of some of the exposure exercises his therapist encouraged. Looking back, the only thing that scared me was that we might not be able to lead ‘normal’ lives because of the OCD.


The worst bit has been not being able to really do anything apart from be there for him; I couldn’t quite believe that there wasn’t more I could do. Watching him become a shell of the person he had been was really difficult and emotionally draining, and watching our families witness this decline in him was awful.


I know that for his parents and mine, it was incredibly hard to see him in such a desperate place; to begin with we were faced with something none of us knew much, if anything, about with no obvious solution. I had only ever come across the hoarding type of OCD and couldn’t really understand how the thoughts he was having could cause him so much distress and anxiety. But reading the books and doing some internet research of my own helped to understand why and how the problem comes about, and gave me some insight into what was going through his head. The more I read, and the more I thought about it myself, the more I began to see that I sometimes get similar thoughts myself; I just don’t give them a second thought. They don’t cause me any problems, but recognizing that I have them helped to understand what can happen in the mind of an OCD sufferer, at least to some extent.


The best bit has been seeing him get back to being the person he was, seeing the hope return to his eyes. Since he was first diagnosed with OCD we have grown closer, got married and he is definitely in a different place now. It is obvious he still has the thoughts and that every once in a while they get him down, but on the whole he is able to manage them and experience them without getting distressed or depressed about them. He seems to want to look into the future much more than he did: he believes he can live with OCD without it consuming him entirely. At various points it seemed he might never feel like that. I have begun to take the improvement for granted, but watching him enjoy life again has been amazing. It almost makes up for the low points.


One of the positives is that we are definitely now a stronger unit, having come through this together. We appreciate the other more than we would have done if we had not had this hurdle – we definitely argue far less than we used to! It is a great relief for me that we are now able to make plans for our future, that there is one to look forward to and that he seems to want to take part in life again.


At really low points he would often ask ‘Why me? . . . Why us? . . . What have we done to deserve this?’ There is no answer to those questions. In some ways, what he has gone through has made us understand each other more and made us more grateful for what we do have together. Our families have definitely become more open and vocal about feelings and emotional and mental health than ever before!


OCD is definitely still there, but it is in the wings, not in the front row like it was a few years ago – I don’t hate it or resent it as I did but just accept it as part of the person that I love . . . I still occasionally have to stop myself from being impatient or irritable with him when he is having a decline or low period. When things are tough, I try to make sure that we do what we can to make him concentrate on the real things in his life, and to get out of his head: we run more, try to eat more healthily . . .


OCD will probably rear its head several times more in our lives. I do feel though that we have got to a point where it doesn’t rule his mind (and our lives) and it will not stop him experiencing a full, ‘normal’ life.


If I was to advise someone else in the same position as me, I would say that seeking medical professional help is, of course, really important, but also don’t be afraid to be open-minded about trying alternative approaches like meditation (which we have recently started doing and seems to help him in some small way), yoga and running. Now that I know a little more about living with someone with mental health issues, I feel less scared by the whole thing – so I would say research as much as you can, go along to appointments if appropriate and keep positive.


A parent’s viewpoint


With our son working and living in London and us living miles away, we gradually became aware that all was not well, without knowing precisely why. Certainly his telephone calls to us became more emotional and distressing for him (and for us). During a weekend when we were in London with him, he was obviously struggling to cope with everyday life and conversation. He tried to explain what he was experiencing and the only analogy we could think of was a computer with poisonous unwanted pop-ups that he was trying very hard to delete but couldn’t. He was extremely upset when we left that weekend and was clearly not coping well, much to our distress, too. He was convinced that he had a serious mental health problem – even more serious than it actually transpired to be. He became sure that he had schizophrenia and frequently mentioned the possible need to be sectioned.


When his GP referred him to a psychiatrist, he was diagnosed with OCD and secondary depression. He was told that what he had was as similar to schizophrenia as the common cold is to cancer. This statement started to put things into perspective and a measure of relief hove over the horizon for all of us, although it was not a solution in itself. We were still left wondering what had happened to our wonderful son, a great chap with a promising future ahead of him. What had we done during his childhood to cause this in later life? We felt it must be our fault. It was very easy to assign huge importance to insignificant past events and get things out of proportion.


We felt it was not up to us to talk about his problems to our friends – that was his prerogative – but when we did, to a couple of very close friends, it was a huge relief. We weren’t ashamed – we just didn’t know what had happened to him. We were desperate to find out the real problem and somehow be able to help him.


When our son came to live at home for several months we began to find out more about it, having not previously heard of OCD. He was referred by our local GP to a cognitive behaviour therapist and we read the same books that the therapist recommended to him. At a day-to-day level, he and his dad spent time rebuilding a wall in the garden. It had been on the ‘to do’ list for years but procrastination had triumphed. It was a strenuous work and this seemed to be quite useful as he could slowly become absorbed in physical activity with a purpose and conversation. However, it became clear after prolonged silences that he was ruminating again – thinking deeply over and over again about the problems in his mind – and needed to be further engaged in something.


At first, it seemed that the CBT was an inordinately slow process – the therapist and the books seemed to limit one’s rate of progress unnecessarily. I still don’t quite understand why an intelligent sufferer cannot work a bit faster through the chapters once the condition is diagnosed.


We found it quite difficult to strike the balance between providing support, which we wanted to do, and giving comfort, which could be construed as a coping strategy that the books and the therapist warned against. I joined a couple of the sessions with the therapist, which I found really useful in advising us how to help. As our son’s treatment developed into exposure to the things which worried him, I think we understood the philosophy better. We were concerned when he had to undertake things which he clearly found very disturbing but did, I think, understand the logic.


For me, his mother, this was excruciating as I ached to comfort him in his distress and I tried to compromise by being constructive as well, but when your son tells you he can’t face living any longer, it is agonizing; you feel so helpless and ineffectual, worrying about what he might do to himself, but hoping desperately that he won’t carry out any of the awful things going on in his feverish brain. You know in your head and heart that he is not, and never could be, a murderer – of himself or anyone else.


We always had reservations about the SSRIs (selective serotonin reuptake inhibitors) which were prescribed by the first London psychiatrist he went to see, though we knew nothing initially about this form of medication. The internet provided useful information here and it seemed to be something which had to be tried. When he had made some progress, he decided that he should and could return to London, to work, to his girlfriend and to his other friends.


There was no instant fix, however. He came home again when he felt he couldn’t cope, much to his poor girlfriend’s dismay, but slowly he gained control again and it has been so heartening to watch him fight back. He also started consulting a different therapist and we were relieved when the first thing that he did was to get rid of the medication.


In some ways we were more fortunate than others. As our local GP said to me, ‘At least he wants to succeed,’ which made us realize that some people, faced with the enormity of OCD, just give up. It is so important for the sufferers and their families to know that the beastly thing can be brought under control, with the help of CBT. It would have been a huge help to us to know this at the time. Without that, it was a constant gnawing feeling of pain at his suffering that seemed interminable.


Gradually, we noticed our son gaining greater confidence in his ability to deal with life. Some days were better than others, inevitably, and we held our breath when he suffered a downturn, in case it became a nosedive, but CBT is an amazing process that really yields results, if you can keep disciplining yourself.


Probably the greatest proof of his success was that he and his wonderful girlfriend got married last year. We were so proud of him and all that he had achieved as it is such a lonely path he has to follow when he is having to manage the beastly OCD. It was a wonderful event, enjoyed by all and when, during his speech, he spoke about his problems and how his now wife had always been ‘the light at the end of the tunnel’ it was enough to make anyone weep with happiness and pride!


Since that time, with our son in London and married, we inevitably know less about the specifics of his treatment. Indeed, we understand that part of that treatment is that he shouldn’t continuously be talking about it. As a result we are very much in the background but usually have a suspicion when things are not as good as they might be. We know that he has great support from his wife, his psychiatrist and his friends. Most especially he has a determination not to let this thing beat him.


We know the problems with OCD will persist and that times of stress will exacerbate it, so are always anxious about the way in which he will be affected by events in his life. It is wonderful to know that he has done so well at work that he has been asked to undertake a brave new venture overseas. Although that brings problems, we are really pleased that his firm thinks so well of him. We feel he has a really good chance of leading a full and happy life with his wife (despite setbacks from time to time.) Thank goodness – a few years ago we thought that would be impossible.


Have we noticed any changes in our son’s character? He has always been a very affectionate, loving and caring chap and that has not changed at all. If anything, the OCD has brought us closer, particularly his relationship with his father. We are more conscious of possible problems and are probably more protective of him than before and more vulnerable to his mood swings. What I think has changed is that coming to his childhood home is bittersweet now as he spent some months of misery here, battling with OCD, and the house can only remind him of that. However, there are happy memories, too, which help.


We have both learnt a lot more about mental illness, and the facilities and people available for those suffering. I think we are a lot more receptive to their problems and defend sufferers if others poke fun or are dismissive.
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It’s only dirt


Only a couple of years ago my hands were raw and cracked from continuous washing. I say my hands, but really I should say my arms as everything up to my elbow was dried out and unsightly, not to mention sore. They’d been that way for years. I couldn’t remember the last time I’d worn a T-shirt or short-sleeved dress. I hated summer because it was more difficult to hide them. You’d think that would be enough to get me to stop doing it, to change, but it wasn’t. Although I knew my washing was excessive and ridiculous, that didn’t change anything. I just couldn’t stop. I guess a small part of me believed that I was right about dirt and everyone else was wrong. The desire to keep everything clean and keep those around me safe was too strong and I just didn’t seem to be able to break the washing habit. In the end it was the thought of having my fiancé hold my dry, cracked, ugly hands on my wedding day that finally made me seek help. Imagine trying to put a ring on that hand! I couldn’t bear the shame of having all my friends and family see me as a bride with my ugly, damaged skin, not to mention the fact that I was having trouble finding a nice wedding dress with long sleeves!


Perhaps my reasons for finally seeking help sound a little shallow. I should explain what was really going on – it wasn’t only my hands and arms that were suffering. My fiancé, with whom I lived, was subjected not only to rules and regulations about taking off his shoes and only putting his bag in certain places but, worse than that, the idea of him holding or touching our baby girl before he’d showered and changed (to make himself safe in my eyes) was too much for me to bear. I told myself that it wasn’t a big deal and that I was behaving just as any new mother did and that I was right to be cautious: after all, I had to protect our baby – that was my greatest responsibility in life. My fiancé was pretty good at doing what I asked, or rather insisted, in order to keep the peace, but I knew he was getting increasingly unhappy and frustrated about my behaviour. We began to argue about it and coupled with the lack of sleep from having a small child, despite our impending wedding, the cracks in our relationship were beginning to show as clearly as the cracks in my hands.


One morning I went into the kitchen after my fiancé had left for work to find a book on the table. It was about getting over OCD. I knew about OCD and if I’m honest I knew I probably had it but I wasn’t ready to admit it to myself. I still hid behind the idea that I was being careful, that I was protecting my family and myself. The idea of doing anything differently terrified me. Just thinking about my daughter coming into contact with germs that I could and should protect her from was enough for me to start sweating, then my heart would start racing. Surely if it caused this much anxiety I must be right – there was real danger that needed to be avoided. The first thing I did when I saw the book on the kitchen table (our kitchen table where not only we, but also our baby, ate!) was to get an antibacterial wipe. I picked up the book and wiped the table down, and then I wiped the book down with a new wipe before replacing it on the table. Phew, it was clean now. I threw the wipes away and started washing my hands. Where had he got that book? Had he bought it in a bookshop? If so what kind of germs would it have on it? The sales assistant might have been ill or maybe they were a student who didn’t bother to wash their hands after going to the loo? Worse still he might have borrowed it from someone – it could have been touched by tens, maybe hundreds of people . . . imagine how many germs that would be . . .


As these thoughts rattled through my head I stood at the sink, aimlessly looking out the window and scrubbing. Yes, scrubbing. I didn’t just wash my hands with soap and water, oh no. I had a scrubbing brush by every sink and a distinct method of washing my hands and arms so I couldn’t overlook any part of the process. If I forgot where I’d got to or was interrupted by the phone (which I didn’t pick up) or something else I would have to start over – just to be on the safe side. After all, in twenty minutes my daughter would be waking from her nap and I’d be picking her up, feeding her, playing with her, so my hands needed to be properly clean. When I’d finished I turned back to the kitchen table and looked at the book. Perhaps I should at least try, for my fiancé’s sake. There was a note inside. It said, ‘I love you and I’m here for you but we can’t go on living like this. You need to do something to help yourself.’ I was horrified (although glad he said he still loved me): had it really got that bad for him?


I read the book. It was the least I could do. At first I was relieved to understand that I wasn’t the only person who had problems like mine. I wasn’t weird or crazy. I started to understand that the problem was not one of actual contamination, but of thoughts about contamination. To overcome the problem, the book described different techniques called ‘exposure and response prevention’, which basically meant deliberately doing the thing that you get anxious about and then not doing anything to make yourself feel better about it. I soon discovered this was a lot easier said than done. I did try not to avoid the things I thought were dirty, but as soon as I became anxious about something I went straight back to my old ways. Weeks passed and I pacified my fiancé with the idea that I was trying to change.


The day my best friend and I went shopping for my wedding dress should have been lovely. At the start I managed to hide my hands behind my back enough to deceive myself that there wasn’t a problem, but halfway through trying on a dress I broke down. All I could see in the mirror were my red raw arms and dry, split hands. It was then I realized I couldn’t keep lying to myself anymore, the OCD was ruling and ruining my life in more ways than I’d let myself believe. So I took the plunge and went to see my GP. It was the first time I’d been to see her about this but I knew I wanted to ask for a referral to a CBT therapist as CBT was recommended as an effective treatment in the book I’d been reading.


Fortunately, my GP was able to refer me to a therapist who specialized in treating people with OCD on the NHS and, strangely, I was almost excited when I arrived for my first appointment. Finally someone was going to help me where I’d failed to help myself. The first few sessions were a revelation; to be able to talk freely to someone who really understood what I was going through, who didn’t seem to think I was crazy and who reassured me that not only was OCD way more common than I’d ever thought, but more importantly that there was a way of beating it and changing for the better. Important concepts which I’d read in the book but forgotten soon after, such as the fact that just because I thought things were contaminated and needed cleaning it didn’t necessarily mean they did, started to gradually sink in. My therapist repeatedly encouraged me to see that the problem was one of worry about contaminating those I loved, rather than a problem of actually contaminating them and that the more attention I paid to these worries, and the more I acted on them, the worse the problem became. Although it was difficult at first to accept and believe what she was saying, I couldn’t really argue with the second part as I’d witnessed it happening to me over the years.


My fiancé was so pleased that I’d finally sought help and I was also feeling more positive because I felt I was ‘doing something’. However, after about six sessions with the therapist he pointed out that he hadn’t seen my actual behaviour change – I was still washing and scrubbing as much as I’d been before. Although I felt more confident because I was talking to my therapist about my OCD, in fact I’d been lying to myself and to my therapist about following her advice. We’d set up tasks in the session for me to deliberately expose myself, the house and our baby to some of the things that I found anxiety-provoking. We’d written a list of situations I found made me feel very anxious and the plan was to start at the bottom and work my way up towards the most anxiety-provoking situations. My first task was simply to take the milk out of the fridge and put it in different places on the kitchen work surface and then not wash down the work surface afterwards. It probably sounds simple but I found it impossible to cope with the thought of all the germs so I quickly cleaned the surface with an antibacterial wipe. Another task was to pick up the post from the doormat and open it all without washing my hands afterwards. It was just so uncomfortable for me and the thought of contaminating my baby was too much to bear. So after a few tears and some reluctance on my part I agreed with my therapist that we’d have some sessions at my house so that she could demonstrate to me exactly how to do the exposure exercises and then be there while I did them.


I hardly slept the night before our first session. I was terrified about what my therapist was going to make me do and that I’d never feel safe or comfortable in my own home again. What if things were contaminated so much that I could never get it to feel clean again? I voiced these fears to my therapist over a cup of tea when she arrived (my distraction tactic) and she reminded me that the idea was not for things to feel clean and safe, but for them to feel dirty and uncomfortable and to deal with this feeling in a different way to how I’d been dealing with it up until now. She had already explained in a previous session that in situations where I feel anxious, my anxiety should subside after a while even if I didn’t do anything, such as cleaning or washing, to make it go away. It was still very hard to believe that that would really happen.


In practice, the exposure exercises were so much more thorough than anything I’d dared to try on my own. For example, when we’d agreed to contaminate the kitchen with an un-wiped packet of biscuits from the supermarket I thought I’d just have to put it on the side and leave it there for a bit and then put it away. How wrong I was. My therapist helped me to see that if I only did that it would be too easy for me to avoid that area and therefore I wouldn’t get the full effect of the exposure. I was reminded again that the idea was for things to feel really dirty and contaminated so that I could then practise not acting out my compulsions such as cleaning and scrubbing or throwing away things I thought were contaminated. In this way, she explained, I would be teaching myself that even if things feel dirty and it’s uncomfortable it’s not the end of the world and the anxiety and discomfort will decrease after time and would hopefully go away altogether eventually.


So instead of just gingerly placing the biscuit packet in one place, my therapist first of all got me to touch the packet all over so that my hands felt really dirty. Then I had to roll the packet around not only the kitchen work surface but also in the drawers and cupboards (I know it sounds crazy and I did feel weird doing it!). The idea was to contaminate the kitchen so thoroughly that I would find it very difficult to wash everything down afterwards. Once I’d done this I wasn’t allowed to wipe anything or wash my hands until my anxiety had subsided.
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