‘SILENT BUT DEADLY’ 

‘Secret’ loo taboo is finally out of the closet as NPS
lifts the lid on the ‘Toilet Phobia’ that affects at least four million Britons

From Carry on Convenience to Little Britain’s incontinent Mrs Emery, the UK is a nation of toilet humour lovers.
But, according to the National Phobics Society (NPS), the UK’s leading charity working with people affected by anxiety disorders, the fact that at least four million Britons suffer from a crippling toilet related anxiety disorder, is no laughing matter. 

Ignorant jokes about sufferers that they are simply “taking the p***”, “flushed with embarrassment”, clearly “round the bend” or need to “get it out of their cistern” will not only fail to raise a smile, but simply make the overbearing sense of shame worse.
Consequently, the NPS has now classified the ‘secret’ problem of ‘Toilet Phobia’ as an anxiety condition in its own right to help sufferers overcome the stigma that manifests itself in extreme behaviours – from a mild distaste for public loos to life and relationship threatening obsessions where sufferers refuse to leave their homes or even undergo potentially life-saving medical examinations.
“It is known as the ‘secret’ or ‘silent’ phobia because of its double whammy impact, says Nicky Lidbetter, Manager of the NPS, which is launching the campaign to ‘out’ Toilet Phobia at the Anxiety Disorders Conference in Manchester on Saturday, 11 November. 
“Few people will talk about having an anxiety disorder in the first place, but for them to admit that they have a toilet-related phobia is rare because of the obvious embarrassment and humiliation of being laughed at or not being taken seriously. 
“But, no matter how funny we might find it, it’s certainly no laughing matter for almost seven per cent of the population who are reported to suffer from this condition. It is however suspected  that there are thousands more who suffer in silence with both mild and extreme cases of the condition but who never report their problem because of the stigma associated with this problem,” she adds.
Now NPS has confirmed the correlation between Obsessive Compulsive Disorder (OCD) linked to a fear of contamination, Agoraphobia, Paruresis (‘shy bladder’ syndrome or fear of urinating in the company of others – a condition mainly affecting men) and Parcopresis (the so-called ‘bashful bowel’ syndrome, or the inability to defecate in public toilets). They are collectively known as toilet related phobias because as a grouping these associated disorders have their origins in the ‘smallest’ room.
Extreme sufferers are often unable to leave their homes, deny themselves fluids which can harm their kidneys, or take drugs including Imodium to prevent any perceived or real ‘accidents’ -  all of which are avoidance behaviours rather than positive management strategies for this debilitating condition.   The NPS argues that the medical profession needs educating about Toilet Phobia in order to encourage sufferers to come forward for the most routine appointments. In some cases, pre-natal checkups where women are required to arrive with a full bladder, would be avoided by many sufferers, putting both the mothers and the child’s health at risk.
It has serious implications for employers and absenteeism from work, issues that could simply be linked to the lay-out of an office.  Many sufferers will not even take a job if a toilet is located off a communal area and they can be observed going in or out. They will even create fictions of going to the photocopier or the staff kitchen, rather than be seen going into the toilet, says the NPS. 
One suffering employee said: “I can afford to do lots of things; I am qualified to lots of things; but I am unable to do anything”

Experts say the condition is sometimes linked to an early trauma of bullying in school toilets – the only area away from the ‘prying’ eyes of teachers. Another possible cause of the condition is through learnt behaviour.
“Those affected have up until now suffered in silence because they are reluctant to admit to their condition for fear of the ‘double whammy’ stigma of embarrassment of having an anxiety disorder and a toilet phobia,” adds Lidbetter.
“In fact people are more likely to admit to one of the other anxiety disorders rather than Toilet Phobia which means they will not receive the right treatment, which is why we have to tackle this condition head on,” she says.
Raising awareness, the NPS hopes that more sufferers will come forward for a wide range of treatments that could involve everything from Cognitive Behaviour Therapy (CBT) – which helps sufferers to break the cycle of faulty thinking and resultant behaviours - to hypnotherapy that utilises techniques such as visualisation and guided imagery to bring about relaxation.
The campaign has the support of one of the world’s leading clinical psychologists and cognitive behaviour therapists, Professor Paul Salkovskis who last year appeared in Channel 4’s The House of Obsessive Compulsives. 

“Around the world we use a lot of humour and euphemism to describe what is a basic human function. We say ‘I’m going to the bathroom’ or I’m going to powder my nose’ because there is a taboo surrounding using the toilet,” he says.
NPS has also developed a booklet and DVD on Toilet phobia to coincide with the 11th November conference. Further information and advice are available from their helpline 0870 122 2325 and website www.phobics-society.org.uk. 
Ends

Editors note:

Forms of Toilet Phobia
· Fear of not being able to urinate or defecate in public (Paruresis and Parcopresis)

· Fears of soiling or wetting yourself and a constant fear of being too far away from a toilet

· Fear about the cleanliness of public toilets (a form of OCD)
· Fears that others may be scrutinising you while using the toilet

Fear of being unable to urinate

· This together with being unable to urinate because of anxiety, is often called ‘psychogenic urinary retention’, shy bladder syndrome’ or ‘avoidant paruresis’.

· It is a form of social anxiety which can develop at any age.

· It can affect both men and woman but is more prevalent amongst men because of the nature of public toilets and the ‘urinal scenario’.

· Sufferers fear being unable to urinate when others are nearby, that someone may see or hear them urinating or that their motives for being at a urinal may be questioned if they can’t urinate.

· Avoidant paruresis usually occur when using public toilet facilities, including those on trains, buses, boats and planes.
· The condition can also occur at home when there are other people in the house irrespective of whether they are in the bathroom. 

· Severe avoidant paruresis can involve total avoidance of urinating in public toilets which seriously limits social activity, preventing people from taking holidays and can even determine the choice of job according to the ease of access to a private toilet.
· The difficulty largely disappears if sufferers are certain no-one else is around.

Fear of being able to defecate 

· This is known as ‘psychogenic faecal retention’, ’shy bowel syndrome’, ‘bashful bowel syndrome’ and parcopresis’. 
· It is a psychological condition and a form of social phobia.

· It affects both men and woman.

· Anxiety increases muscle tension and decreases the likelihood of passing a bowel movement.

· It often leads to the sufferer developing ‘safe’ places and only being able to defecate in these.

· Sufferers will be restricted in their daily lives to varying degrees as they need to be close to their ‘safe’ toilet which may often be only the one at home.

Fear of not being near a toilet when outdoors

· This fear often affects women who seem particularly sensitive to the effects of adrenaline.

· Such sufferers have usually a history of anxiety and/or panic attacks and have experienced an urgent need to visit a toilet during periods of peak anxiety.

· They consequently fear having an attack of panic whilst outdoors because they know as a result they will need to use a toilet.

· The sufferer can gradually withdraw from society, preferring to stay indoors or may keep to places where he/she knows there is a public toilet at hand.

· Alternatively, the sufferer may become obsessed with finding out locations of public toilets and develop a form of obsessional anxiety.
Fear of using public toilets/contamination issues

· This fear is usually associated with worries and concerns about cleanliness - the possibility of catching germs etc. from toilet seats.

· It is a form of obsessive compulsive disorder (OCD) because whilst public toilets are often very clean, most of us use them if need be.

· Those with this form of phobia go out of their way to avoid using public toilets even if this means ultimately soiling/wetting themselves in contrast to other sufferers who fear soiling/wetting themselves as the ultimate shameful act.

· Sufferers will go to great lengths to avoid touching things around toilets so will only turn off the taps or pull the door open with a paper towel or tissue.

Case studies:
MURRAY

Murray has suffered from shy bladder syndrome and agoraphobia for 50 years. His problem has affected his life dramatically. He refers to his problem as ‘life inhibiting’. His Mother used to suffer in a similar manner. If anyone was near when she was about to use the toilet she would just flush it and go away.
Murray rarely goes out due to the shy bladder syndrome. If he does go out he finds this extremely stressful. He has to make sure that he knows where the toilets are and that he is away from people. He would rather not go out than deal with the stress. He gets invitations from people but turns them down. He does not want to reveal his problem as he feels this would make him appear weak. He considers himself very sociable but now avoids being with people. He has only recently told his sons about his problem. He would not visit them and they thought he was being unsociable.

Murray can’t do anything and this frustrates him as he has always led a very full life. He has to turn down work as he can’t travel. His work always gave him great satisfaction but he feels this has been taken away from him. If Murray has a hospital appointment he will stop drinking hours before it. He says he knows he is ruining is kidneys but this does not stop his avoidant behaviour although it does add to his anxiety.

 It’s like being in a prison but an invisible one,” he says
EMMA

Emma has had issues around toilets for as long as she can remember. She was bullied at school and there was a particularly unpleasant incident in a toilet after which she developed toilet phobia.
Emma’s problem is around soiling herself even though she has never done so. She has developed avoidance techniques around eating and does not go out. She avoids a lot of foods in case it causes her to have problems with her bowels and says she would avoid eating completely but if she doesn’t eat the medications she’s on makes her sick. She takes Imodium every day, increasing the dose if she is particularly anxious and takes it whilst her mother is at work just in case there is an emergency and she is called out to her. Another safety technique Emma uses is the clothes she wears. She prefers winter as she can wear clothes which hide everything and also wears dark coloured clothing. Emma has lost contact with most people but always avoided telling people about her problem in case she was considered ‘weird’. She is happier to let people know she suffers from anxiety and panic than admit to her toilet phobia.
CAROLINE

Caroline is 34 and has suffered from emetophobia (vomit phobia) since she was 8 years old. Her toilet phobia is more recent. She was brought up by her grandparents and remembers her Grandmother always talking about being constipated.

Caroline feels she has developed agoraphobia because of her other two phobias. She will go out but with great difficulty. She always fears that picking up a bug which will make her sick or affect her bowels. Her first marriage ended because of her difficulties and her toilet related problems became extreme after her second marriage. Caroline finds it distressing to use the toilet when her husband is around. She dreads holidays and gets upset with her husband for using the toilet even though they have separate toilets. She has even phoned him at work because she has been distressed by the thought that he had used the toilet there. They do not have people in the house. There was a brief visit from the family at Christmas but this was very difficult and has not been repeated. She manages a trip to her in-laws about once a month. 
There are also aspects of Obsessive Compulsive Disorder in Caroline’s story and she finds a change in routine very disturbing. If her husband is on holiday or she sees or hears her neighbours at home when they shouldn’t be, she gets very agitated. She also gets upset if she hears her neighbours using the toilet. Caroline only eats food that will not make her sick or affect her bowels - mostly carbohydrates.

PETE

Pete suffers from Obsessive Compulsive Disorder and constantly worries about dirt, germs and contamination issues. He thinks he has felt this way since he was six years of age. Pete lived in Jamaica until he was 11 and thinks his earliest experience of contamination issues was connected with a cousin who used to pull out his milk teeth for him. He remembers becoming very anxious about dirt and germs one time she did this after combing a woman’s hair.
Toilets are a particular problem for Pete. He always makes sure he uses the toilet at home before he goes out in order to minimise any need he might have to use a toilet away from home. He will never sit on the seat of a toilet or allow his children to. After he has used the toilet he will only touch taps and door handles if he uses paper towels. If there are no paper towels available he will use his elbows or even his feet. If Pete has to use a public toilet whilst out this will result in him being unable to eat afterwards. He won’ use a public toilet at all if he feels it is too dirty. In food shops and takeaways’ he often finds himself thinking about what the assistants may have been doing before serving the food, and in particular he worries about standards of hygiene .

