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It is lovely to be back here in Birmingham and see so many familiar faces. 

 

As many of you know, about 13 years ago I began studying fragile X syndrome in boys. It 

was then that I began to notice that their mums, sisters and aunts could also be affected. This 

made me realise the complexity of the condition when inherited by females. Some of the girls 

had all the physical characteristics of their brothers, and yet functioned well academically, 

while girls who had none of the physical characteristics could be quite affected, with limited 

intelligence, poor eye contact, social difficulties and extreme shyness. On the other hand, 

some of the girls could be loud and talk non-stop. Both of these types of girls had 

inappropriate social responses and social behaviour. The main cause of this inappropriate 

behaviour, whether child or adult, is anxiety.  

 

Everyone experiences anxiety at one time or another — “butterflies in the stomach” before 

giving a speech or sweaty palms during a job interview are common symptoms. Other 

symptoms include irritability, uneasiness, jumpiness, feelings of apprehension, rapid or 

irregular heartbeat, stomach ache, nausea, faintness, and breathing problems. Anxiety is often 

manageable and mild, but sometimes it can present serious problems. A high level or 

prolonged state of anxiety can make the activities of daily life difficult or impossible.  

 

Today I am here to talk to you about the crippling anxiety experienced by so many women 

with fragile X.  

 

 

Social Anxiety in Carrier Women 
 

Anxiety and fragile X go hand in hand. The behaviours that typically identify the boys, and 

many of the girls, such as gaze avoidance, hand flapping, hand biting, fear of change etc are 

all related to anxiety. 

 

And women who are carriers of fragile X, regardless of whether they are full mutation or pre-

mutation, or whether they have learning difficulties or not, can experience the following: 

 

• shyness 

• blushing 

• poor eye contact 

• fear of social occasions 

• worry about what to do in social situations 

• fear of talking to professionals eg doctors, teachers, lawyers, social workers 

• inappropriate actions or use of language in social situations  

 

I’d like to expand on what I mean by inappropriate use of language in social situations. 

 

 



The women sometimes have difficulty: 

 

• giving compliments 

• accepting compliments 

• telling jokes 

• choosing appropriate subjects for discussion and, 

• using appropriate language in difference social situations 

 

A little later on in this talk I’ll discuss strategies that will help women deal with social 

situations a little better. But first, let’s look at what psychology tells us about anxiety and how 

professionals can help women deal with this crippling condition. 

 

In medical or psychology literature, anxiety is usually described as General Anxiety Disorder 

(GAD) or Social Anxiety Disorder (SAD) or Performance Anxiety Disorder (PAD). 

 

Generalized Anxiety Disorder (GAD)  
is excessive anxiety and worry about the possibility of everyday and real life problems 

occurring, (eg job difficulties, financial pressures, being late for appointments, family 

members becoming ill).   

 

Now, we all worry but the key word is EXCESSIVE anxiety. 

 

The symptoms of GAD are: 

 

• the anxiety and worry has been present most days over a 6-month period.  

• the person finds it difficult to control their anxiety.  

• the anxiety and worry has led to the person experiencing at least 3 of the following 

symptoms:  

  restlessness, feeling edgy,  

  easily fatigued,  

  difficulty concentrating and mind goes blank,  

  irritability,  

  muscle tension  

  sleep disturbance.  

 

• The anxiety, worry and physical symptoms can distress and significantly affect social, 

occupational or other areas of every day life.  

 

Children and adolescents with Generalized Anxiety Disorder often worry about school 

performance and sporting ability. They may also worry about being punctual or 'acts of God' 

such as earthquakes, floods, nuclear war, or the safety of their family members. These 

children may be perfectionists and require an excessive amount of reassurance about their 

performance.   

  

Generalized Anxiety Disorder affects twice as many women as men, and tends to begin in 

childhood and adolescence.   

 

Anxious children become anxious adults. Therefore, it follows that little girls with fragile X 

are usually anxious little girls who become anxious women. 

 



People who suffer from anxiety can also suffer from other related conditions. Conditions that 

overlap are called co-morbid disorders. The first condition that can be present with anxiety is 

panic disorder. 

 

Panic Disorder  
involves repeated, unpredictable attacks of intense fear accompanied by severe anxiety 

symptoms in the body that may last from minutes to hours. With Panic there is a massive 

release of adrenalin and this surge is what saves us in dangerous situations. When we are 

faced with REAL danger our brain goes into fight or flight mode and a rush of adrenalin 

speeds up our senses and our heart beat and we can decide instantly whether we will stay and 

fight the attacker or run for our lives! When a panic attack occurs we go into that same fight 

or flight mode only there is no real danger present. However, this doesn’t make the sense of 

terror any less real to the person who is experiencing a panic attack. If anxiety and panic 

attacks are not treated, what people can end up with is Panic Disorder with Agoraphobia.  

 

Agoraphobia  
refers to a fear of being in places where escape might be difficult, or where help might be 

unavailable in the case of a panic attack. This can then result in the person staying in the 

home, unable to go out because of her uncontrollable fear. So the pattern is anxiety and 

nervousness, followed by a panic attack in public and then, an unwillingness to leave the 

house in case a panic attack occurs again. 

 

I have seen many women with fragile X who do not leave the house. Some of you may 

remember the story of the woman I met in Sydney who had not left the house for 12 years. 

She has a mild intellectual disability, an unsympathetic husband and three girls with 

intellectual disabilities. Only two of the girls have fragile X. When I was leaving the house, 

this woman told her daughters to kiss me goodbye because, “Lesley is our friend”. She then 

asked me if this was true and I replied that it was. She said, “I know what you do when you 

have a friend, you drink cappuccino!”  I asked her if she had ever had cappuccino and she 

replied, “No.” The next time I went to Sydney I did her hair and coaxed her out of the house 

by promising to protect her and took her for a cappuccino at Bondi Beach café strip in 

Sydney. The family has now moved and I just can’t find her. Who knows what kind of life 

she is living today. 

 

The final co-morbid condition is Obsessive-Compulsive Disorder (OCD). 

 

Obsessive-Compulsive Disorder (OCD) 
is an Anxiety Disorder characterized by recurrent thoughts, feelings, ideas or sensations 

(obsessions) or behaviours that makes a person feel driven to perform (compulsions). A 

person may have both obsessions and compulsions. An example of obsessive-compulsive 

disorder is excessive, repeated hand-washing to ward off infection. I have seen fragile X 

women with this condition and it is usually related to safety. For example, turning off the 

stove, the iron, and counting and performing rituals to keep their family safe. 

 

 

Treatment for Anxiety Disorders 
There are three types of treatment for Anxiety Disorders. These are: 

• Hypnotherapy 

• Cognitive Behaviour Modification Therapy 

• Medication 



Hypnotherapy 
It is important to find an experienced and well trained therapist and your doctor may be able 

to advise you.  The following three organisations offer accreditation and operate a code of 

practice as well as grievance and complaints procedures: 

 

• The National Council for Hypnotherapy represents over 700 practitioners within the 

UK at www.hypnotherapists.org.uk 

• The British Institute of Hypnotherapy is an association of hypnotherapists, 

psychotherapists and neurolinguistic programming practitioners at 

www.users.globalnet.co.uk 

• The General Hypnotherapy Register is the registering agency for the General 

Hypnotherapy Registering Council at www.general-hypnotherapy-register.com 

 

See also The Royal College of Psychiatrists leaflets “Anxiety and Phobias” and 

“Complimentary and Alternative Medicines” at www.rcpsych.ac.uk  

 

Cognitive Behavioural Therapy 

The aim of Cognitive Behavioural Therapy is to change the irrational beliefs, attitudes and 

expectations sufferers have in relation to their worries and fears. In other words, therapy 

teaches people to change negative or irrational thoughts into more rational and positive 

thoughts because, how one thinks affects how one feels. Cognitive Behavioural Therapy has 

been shown to be an effective treatment for Generalized Anxiety Disorder, however it can't 

eradicate the anxiety completely. 

  

A good therapist will also suggest relaxation training, for example, deep breathing and 

progressive muscle relaxation.   The advantages of Cognitive Behavioural Therapy are that it 

provides the sufferer with new ways of coping and more control over their thoughts, feelings 

and behaviour.  

 

For more information about Anxiety and Phobias and Cognitive Behavioural Therapy visit 

the website of The Royal College of Psychiatrisits at www.rcpsych.ac.uk  

 

Medication 
Both antidepressants and antianxiety medications are used to treat anxiety disorders. The 

broad-spectrum activity of most antidepressants is effective for anxiety disorders as well as 

depression. 

 

Antianxiety medications include the benzodiazepines, which can relieve symptoms within a 

short time. The most common benzodiazepine is diazepam (Valium). These medications have 

relatively few side effects but drowsiness and loss of coordination are most common, 

however, fatigue or confusion can also occur. These effects make it dangerous for people 

taking benzodiazepines to drive or operate some machinery. Other side effects are rare. 

Benzodiazepines vary in duration of action in different people; they may be taken two or three 

times a day, sometimes only once a day, or just on an “as-needed” basis. Dosage is generally 

started at a low level and gradually raised until symptoms are diminished or removed. The 

dosage will vary a great deal depending on the symptoms and the individual’s body 

chemistry. It is wise to abstain from alcohol when taking benzodiazepines, because the 

interaction between benzodiazepines and alcohol can lead to serious and possibly life-

threatening complications. It is also important to tell the doctor about other medications being 

taken. People taking benzodiazepines for weeks or months may develop tolerance for and 



dependence on these drugs. Abuse and withdrawal reactions are also possible. For these 

reasons, the medications are generally prescribed for brief periods of time—days or weeks—

and sometimes just for stressful situations or anxiety attacks. However, some patients may 

need long-term treatment. 

 

It is essential to talk with the doctor before discontinuing a benzodiazepine. A withdrawal 

reaction may occur if the treatment is stopped abruptly. Symptoms may include anxiety, 

shakiness, headache, dizziness, sleeplessness, loss of appetite, or in extreme cases, seizures. A 

withdrawal reaction may be mistaken for a return of the anxiety because many of the 

symptoms are similar. After a person has taken benzodiazepines for an extended period, the 

dosage is gradually reduced before it is stopped completely.  

 

Two other groups of medicines used to treat depression which can also be helpful in treating 

other conditions such as anxiety, panic, obsessive-compulsive disorder and social phobia are 

SSRI antidepressants and tricyclic antidepressants. 

 

So, in practise, you can have cognitive behavioural therapy so that you understand your 

condition and change your way of thinking, and you can also take an antidepressant. Valium, 

for example, can also be used as a back up if a panic attack occurs. Often it is enough just to 

carry Valium with you for reassurance. Knowing you have a backup with you can help you to 

go out into society with confidence.  

 

Women during the Childbearing Years 

If a woman on medication discovers that she is pregnant, she should contact her doctor 

immediately. She and the doctor can decide how best to handle her therapy during and 

following the pregnancy because benzodiazepines are not recommended during the first 

trimester. For a woman with an anxiety disorder, a change from a benzodiazepine to an 

antidepressant might be considered. Cognitive Behavioural Therapy may be beneficial in 

helping an anxious or depressed person to lower medication requirements.  

 

 

Tips to help women with fragile X who have social anxiety and poor social 

skills 
 

At the beginning of the talk I listed several skills that these women seem to have difficulty 

with so let’s revise them: 

• giving compliments 

• accepting compliments 

• telling jokes 

• choosing appropriate subjects for discussion 

• using appropriate language in difference social situations 

 

Giving and accepting compliments 
Only give positive compliments. If someone looks nice then say so. If they look dreadful then 

don’t say anything. If someone has put on weight, believe me, they know they have and they 

don’t need someone else to point it out to them.  

 

Always accept a compliment graciously. Say, “Thank you very much.” Don’t put yourself 

down.  

 



Telling jokes 
One woman wrote that when her friends tell jokes people laugh but when she tells jokes 

people are horrified. She is telling the wrong jokes. 

 

I invited two young women in their early twenties to afternoon tea because neither of them 

had any friends. I thought that if they got to know one another they might form a friendship – 

and they did. At first, nobody was saying anything and I was doing all the talking. I told them 

a joke to get them laughing and it did. Very soon, however, the jokes they were telling were 

totally inappropriate and I don’t think they even knew what they meant.  

 

So, a good rule of thumb is to not tell jokes in mixed company unless you are absolutely sure 

that the joke is clean. 

 

Choosing an appropriate subject for discussion 
The people with the best social skills always invite people to talk about themselves. Learn to 

be a good listener. Ask questions about school, work or their family - nothing too personal. 

Subjects to talk about are: 

 

• Sport 

• Family 

• Work 

• The weather 

• The weekend 

• School 

• Music 

 

Using Appropriate Language 
If you are with people you don’t know very well – don’t swear. Even if they are swearing – 

don’t swear.  

 

Use slang and laugh out loud and tell jokes when you are with good friends but if you are in 

the company of strangers or people you don’t know very well pretend they are all vicars or 

grandparents! 

 

Anxiety when meeting with professionals 

If women feel anxious about seeing the doctor, dentist or teacher, write a list of questions you 

want to ask, then ask the professional to write notes on their answers. If you are anxious 

during a meeting, you may not remember a word the professional says!  

 

Finally, if your daughter is making inappropriate conversation or remarks then, yes, it is due 

to the presence of fragile X. However, it is not okay to just blame it on fragile X and dismiss 

it. You must point out to them what is appropriate and what is not and explain why.  

 

The greatest gift you can give to your daughter is to make her socially acceptable. All 

children make inappropriate comments when they are young and they learn from adults’ 

reactions to their comments what sorts of comments are appropriate and what is not. Girls 

with fragile X don’t pick up on those social cues and they need to be taught how to behave, 

speak and interact in society. 

 

Thank you very much. 



Further reading: 
 
Social Difficulties in Carrier Women by Dr Lesley Powell, Fragile X Society Newsletter No 

37 Spring 2006 

 

Emotional and social difficulties of women with fragile X syndrome by Lesley Powell in 

Educating Children with Fragile X Syndrome edited by Denise Dew-Hughes published by 

Routledge-Falmer 

 

Educational and Emotional Difficulties Experienced by Girls with Fragile X Syndrome by Dr 

Lesley Powell, Fragile X Society Conference October 2005 

 

Girls with Fragile X : The Big Picture by Dr Lesley Powell, Fragile X Society Conference 

December 2005 
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