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Introduction

Introduction

Welcome to Overcoming Unexplained Neurological Symptoms: A Five Areas Approach.
Facing the challenge of how to cope with chronic illness can be difficult, confusing
and distressing. Symptoms themselves may interfere and prevent people living life
as they wish to. These may include symptoms such as paralysis or weakness, seizures,
numbness, slurred speech or altered vision, hearing or speech. There may be symptoms
such as pain, tiredness, anxiety or low mood. Sometimes there is a clear cause for
symptoms, however sometimes the cause may be unexplained —and so the symptoms
are described as functional in nature.

A diagnosis of functional neurological symptoms is much more common than you
might think. Research in four major neurological centres suggests that about one
in three people attending neurology outpatient clinics have this diagnosis. The
diagnosis of functional neurological symptoms can be made as accurately as any
other diagnosis. The diagnosis usually means that further tests are not required.

Functional symptoms significantly affect how the sufferer lives their life. We now
know a lot more than before about the causes of such symptoms, and how to
help tackle them. The treatment package described in these workbooks, and the
accompanying toolbox, is designed to help you overcome your symptoms. A
research study funded by the Medical Research Council has found that the content
of this course can be an effective treatment for people with functional neurological
symptoms.

This book is designed to actively help you to:

@ Learn important information about how functional neurological symptoms can
affect your life.

® Work out why you are feeling as you do.
@ Learn and practise some practical skills to help change how you feel.

By following the clearly described tools in these workbooks, and the accompanying
toolbox, you can make helpful changes to your life.

Who are the workbooks and toolbox
for?

You may be using the workbooks for yourself, or perhaps you are a close friend or
family member wanting to know more about functional neurological symptoms and

Overcoming functional neurological symptoms © Chris Williams et al (2011) ix



Introduction

how to help. Many healthcare practitioners also use the workbooks in this series to
support those they work with.

Self-help approaches can be used by people with problems ranging from mild distress
through to more severe symptoms. The key thing is that you feel able to use the
materials and want to use this approach.

Using the workbooks and toolbox

The course involves reading the course workbooks and also working on problems by
putting into practice the things you are learning. Picking the right time to do the
course is important. For example, if your concentration, energy or motivation levels are
far lower than usual, you may find it very hard to keep your mind on things or to make
changes. Other approaches may be more appropriate first — allowing you to come
back to use the workbooks and toolbox at a time when you are able to get the most
from them. If you find that you are struggling to use the workbooks, or you feel worse
as you work through them, please discuss this with your doctor or other healthcare
practitioner. The course is not meant to replace getting the right level of support for
more severe health problems.

Which workbook should you use first?

There is no right or wrong way to use the workbooks. Many people find it helpful
to first read the workbooks in Part 1 (Workbook 1: Introduction. Understanding how
people respond to symptoms and Workbook 2: Your brain and body, and how these link
to symptoms).

These workbooks will give you a good overview of the approach and will also help
you to then move onto the ‘Making changes’ workbooks in Part 2 of the book. You
can use as many or as few workbooks in the course as you wish. You will feel most
motivated to try to make changes if you use the workbooks that tackle problems you
have noticed in your life and that you want to change.

The third part of the book is the Toolbox, which will help you put all that you have
learned in the previous workbooks into practice.

The key to creating change in your life is using the workbooks and
putting what you learn into practice.

X Overcoming functional neurological symptoms © Chris Williams et al (2011)



Introduction

Getting help from others

It can be hard making changes when you feel ground down or stressed. Many people
start off trying to improve things with lots of motivation. But feeling ill can sometimes
make us quickly give up on change. That'’s entirely normal and is very human (think
how hard people find it keeping New Year resolutions even when they aren't feeling
worried about things).

Time and time again, people using resources like this have found the benefits of
working with someone else to support and encourage them when things feel hard. We
therefore suggest that you partner with someone to help you as you use the course.
For example, a health or social services worker, your doctor, a voluntary sector worker
or a trusted family member or friend.

The important thing is to have someone else there, helping you, discussing problems
that seem hard — and to say well done when things move forwards.

A word of encouragement

The content of these workbooks and toolbox is based on the cognitive behavioural
therapy (CBT; a kind of talking treatment) approach. The developers of CBT have found
many effective ways of tackling the common symptoms and problems people face
when feeling low.

This course is written in a way that clearly explains what to do, so that you can test the
effect of these different suggestions in your own life. The workbooks aim to help you
to regain a sense of control over how you feel.

Overcoming functional neurological symptoms © Chris Williams et al (2011) Xi
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The self-help approach can really work

Research has been done on people who use books like this one based on CBT. A
research study on this book has shown that when offered with support it can help
people experiencing functional neurological symptoms. The course can make a big
difference if you can commit to using it.

Making a commitment

Sometimes making changes is easier said (or written) than done. All of us feel
discouraged and overwhelmed from time to time. This is even more likely when you
feel distressed, anxious, tense or low.

Therefore, try to make a commitment to use this course and to keep at it even if
you feel discouraged or stuck for some time. To do this you will need to pace yourself
by using a step-by-step approach. Having someone else to encourage you is also
important. The research on these approaches shows just how helpful this can be. Also,
be realistic. Bear in mind your motivation and energy levels so that you don't try to
do more than you can at one time. This will help you to get as much from the course
as you can.

New online resources

An online resource is available to support users of the course: www.livinglifetothefull.
com. This free website contains short talks that help you to build upon the course
workbooks. There is also a moderated chat room where people can swap ideas, hints
and tips, as well as offering and receiving mutual support. If you don't have a computer,
try to use one in an internet café, or in a public library. Sign up for the free reminder
letters there to help you keep on track. You can also freely access TV-based versions of
the course from the website. Some people like to see and hear how other people have
applied what they have learned. Again, using the site with support and encouragement
from someone can be a big help to getting the most out of the approach.

Xii Overcoming functional neurological symptoms © Chris Williams et al (2011)
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Understanding how people respond to symptoms

SECTION 17: Introduction

A diagnosis of functional neurological symptoms is much more common than you
might think. Research in four major neurological centres suggests that about one in

three people attending neurology outpatient clinics have this diagnosis.

What are functional neurological symptoms?

The diagnosis of functional neurological symptoms covers a wide range of difficulties

in how your body works. These include:

Paralysis or weakness of an arm or leg

Pain in your arms, legs or joints (knees, hips,
etc.)

Double or blurred vision

Chest pain

Partial or total loss of vision

Feeling your heart pound or race

Partial or total loss of hearing

Problems with your memory or concentration

Difficulty swallowing or a lump in the throat

Shortness of breath

Difficulty speaking or slurred speech

Stomach pain

Lack of co-ordination or balance

Constipation, loose bowels or diarrhoea

Seizure or fit

Nausea, gas or indigestion

An anxiety attack (suddenly feeling fear or
panic)

Feeling tired or having low energy

Shaking or tremor

Trouble sleeping

Headaches

Little interest or pleasure in doing things

Dizziness

Feeling down, depressed or hopeless

Fainting spells

‘Nerves' or feeling anxious or on edge

Loss of sensation, numbness or tingling

Worrying about a lot of different things

Back pain

Having flashbacks to stressful events

Functional neurological symptoms can affect anybody no matter how old, what gender
or race. It affects people from all parts of society. It doesn't matter whether you are
working, retired, a student or unemployed — anyone can develop this problem. Half of
those people with these symptoms are still working.

Overcoming functional neurological symptoms © Chris Williams et al (2011) 5



Understanding how people respond to symptoms

How is the diagnosis of functional neurological symptoms
made?

Your neurologist will make the diagnosis based on two key factors:

® Your clinical history (what you tell them) — how your symptoms have developed and
how they affect you.

® Your physical examination: especially an expert neurological examination.

Sometimes, based on your assessment, specialist investigations may be recommended.
You can find out more about these in Workbook 2. Please note that these investigations
may well have been previously completed by your GP.

a The diagnosis of functional neurological symptoms can be made as
accurately as any other diagnosis. The diagnosis usually means that
further tests are not required. The treatment package described in
these workbooks is designed to help you overcome your symptoms.

The overcoming functional neurological symptoms
treatment package

This first workbook contains an overview of the treatment approaches people can use
to help overcome problems caused by functional neurological symptoms. It covers:

® How to use the workbook.
@ The diagnosis of functional neurological symptoms.

@ Understanding the impact of these symptoms by looking at the effect on five key
areas of your life. These are:

Your physical symptoms/feelings in your body

Your thoughts

Your feelings or emotions

The impact of all these on your activity levels and life

The situations, relationship and practical problems you face.

@ How to use this approach to improve things. By using the different workbooks in the
course you can slowly put things back to normal in your life.

® A brief description of the workbooks that make up the rest of this course. This will
help you to choose which workbooks will be most helpful for you.

6 Overcoming functional neurological symptoms © Chris Williams et al (2011)



Understanding how people respond to symptoms

You can use the workbooks by yourself or with your healthcare practitioner. You may
find that it is also helpful going through them with a friend or family member (see
Practical toolbox E — Illness, symptoms and other people).

Many people notice that they feel slightly worse to begin with as
they use this approach. This is usually only temporary and is an
important part of the process of recovery.

How to use the workbooks

We recommend that any workbook you use is completed over a period of a week or
two. Completing the entire course of workbooks is therefore likely to take more than
a month. But putting the techniques into practice might take longer than you think. It
does take an investment of your time for these approaches to work.

* There is a lot of information in each workbook, so the workbooks are divided
into clear sections covering each topic.

* You might find it helpful to read one section at a time.

* Try to answer all the questions asked. The process of having to stop, think and
reflect on how the questions might be relevant to you is an important part of
getting better.

* You will probably find that some aspects of each workbook are more useful
to you at the moment than others. Write down your own notes of key points
in the margins or in the My notes area at the back of the workbook to help
you remember information that has been helpful. Plan to review your notes
regularly to help you apply what you have learned.

* Once you have read through an entire workbook once, put it to one side and
then re-read it again a few days later. It may be that different parts of it become
clearer, or seem more useful on second reading.

* Within each workbook, important areas are labelled as key points. Certain areas
that are covered may not be relevant for everyone. Such areas will be clearly
identified so that you can choose to skip optional material if you wish.

Overcoming functional neurological symptoms © Chris Williams et al (2011) 7



Understanding how people respond to symptoms

™
Q There is no right or wrong way to use this manual. Some people like
to fill in a lot of detail but others prefer brief notes. Do whatever you
feel helps you reflect on your situation. The information you record
_ is simply to help you.

Every person has a different experience. In the workbooks we will use some specific
examples but some will seem more relevant to you than others. The object of the
workbooks is to allow your own experience to form the basis for treatment.

When times are difficult ...

Functional neurological symptoms can make life seem like a real struggle. This is why
choosing to commit yourself to the approach is important, and why we recommend
using the workbooks together with someone else who can encourage and support you.
Taking small steps can make a really big difference to how you feel.

Adjusting just a few small things in your life can result in big
benefits.

How the workbook will help you

Symptoms have an effect on every aspect of your life. Think about the experience
of having flu. The flu virus causes symptoms such as a runny nose, temperature and
aching muscles. But it also affects other key parts of our lives. You can have:

@ Altered thinking: you may not think as clearly as usual and may find it difficult to
make decisions.

o Altered feelings: you may not enjoy things as much as usual — and not feel very
cheerful.

@ Altered behaviour: you may have to go to bed, take medicines such as throat
lozenges and paracetamol, and rest. You may not feel like going about your usual
life activities such as meeting friends or going out.

@ Symptoms that also have an impact on those around you. For example, others may
make your meals and bring you drinks. If there is no one around to do these things,
people might feel increasingly isolated.

In flu, these symptoms resolve over a week or so. What happens when symptoms last
for far longer than this or are more severe?

8 Overcoming functional neurological symptoms © Chris Williams et al (2011)



Understanding how people respond to symptoms

Illness doesn't just affect our physical health. It affects our work, family, social life
and hobbies, and all our relationships. This can sometimes feel like having a mountain
to climb. You might feel that your symptoms have taken over your life and you'll never
be yourself again.

The workbooks all use an approach to help you work out how your problems are
affecting you in different areas of your life. This treatment approach is based on a
cognitive behavioural therapy (CBT or talking therapy) approach. This therapy can help
people cope with a wide range of health problems such as heart disease, diabetes,
cancer, tiredness, pain and anxiety. It teaches you skills to cope with your symptoms.

Overcoming functional neurological symptoms © Chris Williams et al (2011) 9



Understanding how people respond to symptoms

SECTION 2: Starting your own self-
assessment

It can be useful to start by reflecting on what has been happening to you since you
first began to notice your symptoms. This workbook will help you do this in two ways:

1 Considering how your problems have developed to where they are now.

2 Summarising the impact of your symptoms on key areas of your life.

How my symptoms have developed

One way of considering how your symptoms have developed is to use a time line.
This can help you think about how things have progressed. An example is shown below.

T gEameieimeine
_4

* Beginning

Pand (age 35), wovks as a civil servant.

jwé/ 2002. Car accident

October 2002. Started, getting bad headaches
NWéWWﬁMM%%MWW@W&P
May 2003. Started to get tingling in my right hand
Suwmamer 2003. On hotiday, felt vight leq give way
Had medical tests while on hotiday
Autwmn/Winter 2003. Tmﬁéwzﬂ comes and goes
January 2004. Wife gives birth to owr We«
March 2004. Right hand very weak and semetimes won't work’
My GP suggests referval to Wdoj/v

May 2004. Sick leave work because n tngling and

October 2004. Seen by mwdo\ﬁn% o specific disease found
* Today
Told by Wdojh‘%f/uwe a functional disorder

10 Overcoming functional neurological symptoms © Chris Williams et al (2011)



Understanding how people respond to symptoms

@/ Write in your own time line of the progress of your current problem in

the space below. Give a general overview of key changes that have happened
since the symptoms became a major problem for you.

Beginning (a time when | last was well)

Today

Overcoming functional neurological symptoms © Chris Williams et al (2011) 11



Understanding how people respond to symptoms

The Five Areas assessment

We already know from our own experiences that health problems are very complex
and affect us in many ways. A Five Areas assessment will provide you with a clear
summary of the difficulties you are facing in each of the following areas:

1 Symptoms/feelings in your body.

2 Altered thinking.

3 Altered feelings (also called moods or emotions).
4

Altered behaviour or activity levels (with reduced activity, avoidance or unhelpful
behaviours).

5 Your life situation, relationships, practical problems (i.e. the people and events
around you).

Below is an example of how Mary, who has a common illness, responds to being unwell
and the impact it has on all five aspects of her life.

Life situation, relationships and practical problems

Mary, 41, has flu and is off work as a result of illness and has problems receiving sick pay from work

Symptoms
Aching limbs, pain in chest,
cough, temperature, sweats,
tiredness, no energy, no
appetite, on antibiotics

Feelings Thinking
Tearful, guilty, Why is it always me who
unhappy gets ill? How am | going to

Y

pay my bills? The children
are being neglected

Y
Behaviour
I've been staying in bed and
keeping my nightclothes
on. | can’t work, and am not
doing my the usual household
chores. I'm not socialising,
I’'m arguing with my husband
about his lack of help

The Five Areas assessment model of Mary.

12 Overcoming functional neurological symptoms © Chris Williams et al (2011)



Understanding how people respond to symptoms

Look at the arrows in the diagram. Each of these five areas affects each other and offers
possible areas of change to improve how Mary feels. Because of the links between the
areas, the physical impact of Mary's illness influences many other important aspects
of her life. It also shows how much illness can affect people. For example, being ill can
have emotional consequences. This is especially the case where symptoms stop you
living your life as you would wish, or when illness lasts for many months or years.
Living with uncertainty, and with long-term illness, can grind people down.

Mary's example shows how much even a short-term (sometimes called ‘acute’) illness
and very common problem with health can affect people. How you think about your
illness can also play an important part. The Five Areas assessment shows that what
a person thinks about a situation or problem may affect how they feel emotionally
and physically, and also alters what they do. Finally, other important things going on
in your life — such as relationships, jobs (or lack of a job) — can all affect how you are.

Don't worry if this approach seems hard to understand at first. In the next section of
the workbook you'll have the chance to complete your own Five Areas assessment.
This will make the approach clearer to you.

Overcoming functional neurological symptoms © Chris Williams et al (2011) 13



Understanding how people respond to symptoms

SECTION 3: Carrying out your own
Five Areas assessment

A Five Areas assessment can be helpful in understanding how your symptoms are
affecting you.

\
c The five areas are: symptoms; thinking; feelings/emotions/mood;
behaviour or activity levels in the face of illness; and your situation,
relationship or practical problems. Think about how your health
\ problems have affected you in the past few weeks.

Area 1: Symptoms

An important point to think about with functional neurological symptoms is the
symptoms themselves.

Listing your symptoms

Symptom First started How oftendo | What helps? What makes it worse?
you have it?

Fatique December 2009 | Every day Resting Exercise ov activity

Physical symptoms can be made worse by uncertainty, frustration, stress or
demoralisation. For example, when you feel tense, you might also notice feeling restless
and unable to relax. Feelings of mental tension can also cause physical tension in our
muscles and joints. This may cause shakiness, pain, weakness or tiredness.

It can be surprising how tiring stress can be. Some people may feel completely exhausted
when they have felt stressed for a time. Their muscles are so tense it can seem as if

14 Overcoming functional neurological symptoms © Chris Williams et al (2011)



Understanding how people respond to symptoms

they have run a marathon all day. This muscle tension can cause other problems, such
as tension headaches, or stomach or chest pains. Anxiety can also cause other physical
symptoms. A feeling of being hot or cold, sweaty or clammy is common. Your heart
may seem to be racing, and you may feel fuzzy-headed or disconnected from things.

Low mood or depression can also lead to a number of symptoms.

Symptoms that can be worsened by stress or low mood Tick here if
you notice this
symptom

Pain — especially pain that is worse in the mornings, and which is unaffected [l

by painkillers. Examples are tension headaches, stomach pain, eyestrain or

chest pain

Muscle tension/shakiness U

Tiredness and low energy U

Reduced or increased appetite (comfort eating) U

Weight loss or gain (as a result of comfort eating and under-activity) O

Reduced concentration — can’t keep focused U

Problems going off or staying asleep. You may wake up earlier than normal, O

feeling unrested and not be able to get off to sleep again

Feeling dizzy/fuzzy-headed or cut off from things U

There may be anxiety about sex and avoidance of sex as a result. Loss of sex O

drive

Butterflies, loose bowels, sickness, churning stomach, going to the toilet O

frequently

Restless and tense. Rapid heart/palpitations. Sweaty, clammy, shaky O

Dry mouth. Shallow rapid breathing U

Constipation U

Summary for Area 1: Symptoms
Having read about this area:
@ Overall, do you think these symptoms affect you? Yes [] No []

You will find out more about symptoms in Workbook 2.

Overcoming functional neurological symptoms © Chris Williams et al (2011) 15



Understanding how people respond to symptoms

Area 2: Thinking

When facing symptoms, people can often feel overwhelmed and uncertain about the
future. You may not realise your strengths and ability to cope with your symptoms.
Things can seem to be out of control.

How do you respond when you notice worrying thoughts about illness?

A common response from people around us when trying to cope with health problems
is to say: ‘Try not to think about it.’

To see if trying not to think about worrying thoughts about illness is effective, do
this practical experiment. Try very hard for the next 30 seconds not to think about
a white polar bear.

After you have done this, think about what happened. Was it easy not to think
about the polar bear, or did it take a lot of effort?

You may have noticed that trying hard not to think about the bear actually made it
worse. Alternatively, you may have spent a lot of mental effort trying hard to think
about something else such as a black polar bear? For many people, trying hard to
ignore their worrying thoughts doesn’t work and may actually worsen the problem.

Do | end up putting a lot of mental effort into trying hard not to think worrying
thoughts? Yes [J No [J

@ If I try not to think the thoughts, does it work? Yes [] No [

16 Overcoming functional neurological symptoms © Chris Williams et al (2011)



Understanding how people respond to symptoms

You will learn about unhelpful thinking styles that can affect anyone from time to
time. During times of distress, especially when someone is struggling hard against
their symptoms, they become more frequent and are harder to dismiss. Focusing on
problems means they can often build up in your mind without actually being tackled.
People may see their symptoms in catastrophic ways and predict that the very worst
will occur.

However, such thinking styles can be unrealistic, extreme and unhelpful. When such
thoughts dominate your thinking, they can make you feel worse.

Why are such thoughts so unhelpful?

The unhelpful thoughts can worsen how you feel emotionally and physically. This then
can unhelpfully alter what you do in both the short and the longer term.

Unhelpful mood changes

You may feel more down, guilty,
upset, anxious ashamed, stressed or

angry

Unhelpful behaviour changes

Unhelpful thinking You may stop or reduce what you

causes normally do, or start to avoid things
that worry you or cause stress.
Conversely, you may start to act in
ways that seem to help but which
end up backfiring and worsen how
you feel in the longer term

Images and mental pictures — an important part of how people think

Some people notice mental pictures or images in their mind when they think about
their illness. The images may be moving or still, or be in black and white or in colour.
They may include mental pictures of painful parts of the body such as joints, or
pictures of a brain tumour, multiple sclerosis or being in a wheelchair or alone. As with
all thoughts, mental images can be inaccurate or portray the very worst outcome.
They may sometimes worry about scary things happening and feel even more anxious
or upset as a result.
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Do you think you are prone to noticing intrusive, upsetting
thoughts or mental pictures? Yes [] No []

Write down any upsetting thoughts or mental images here. If
it is a mental image you may wish to draw it or describe it in
writing.

Summary for Area 2: Thinking
Having read about this area:

@ Overall, do you experience unhelpful thinking? (actual thoughts or images)
Yes [1No []

These problems are potential areas for change. You will find out more about the
steps to take to tackle these problems in Workbook 5.
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Area 3: Feelings

Emotional reactions to illness vary. This is because it depends on whether you see your
symptoms as overwhelming, frustrating, demoralising or just a nuisance.

When someone has symptoms, they often feel emotional. This is
true of cancer, chest and heart problems, as well as functional
neurological symptoms.

Everyone reacts differently when it comes to emotions. Some of us just switch off
and don't notice anything — no matter how unsettling the symptoms might appear
to others. Some of us just don't want to think about what is going on (‘denial’) and
see ‘just getting on with things’ as important. Some of us find an inner calm or peace
through a personal religious faith or philosophy. However, the majority of people have
a variety of emotional reactions from time to time.

For example:

® frustration and demoralisation can sometimes grind people down so that they wish
to withdraw from treatment, and feel low or depressed.

@ Feelings of tension can cause symptoms of physical pain, and result in changes to
breathing and heart rate.

@ You may find yourself becoming angry at the symptoms, or at doctors or relatives
who don't seem to understand.

@ Others may try to avoid talking about the symptoms, and try to hide the problem
as a result of strong feelings of embarrassment.

® Anxious fears about illness can make people feel scared of doing things. You may
start to avoid specific situations, people or places that you believe worsen how you
feel. The result can be an undermining of confidence and an increasingly restricted
life.

@ Sometimes anxious fears can lead to anxious checking. Going from one healthcare
practitioner or source of information to another means people may never really give
any approach a chance to lead to improvement. They may become confused by all
sorts of conflicting ideas, investigations and treatments.

It's important to remember that these different emotional responses are all normal
and understandable. They are important both because this is how you may feel and
because sometimes these emotions can themselves add to problems.
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c Emotional reactions are a part of how people react and cope with
functional neurological symptoms. They are not a sign of weakness

or of failing to cope. They are an important part of a person — and
_ of your response to illness.

Use this box to note down anything you have noticed about yourself and your
feelings or emotions.

Summary for Area 3: Feelings/emotions
Having read about this area:
@ Overall, do you have altered feelings? Yes (] No [J

These problems are potential targets for change. You will find out more about the
steps to take to tackle these by reading the other workbooks in the course.
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Area 4: Behaviour

Being ill can lead to changes in behaviour and activity levels. For example, it is a
common reaction to reduce what you do in order to rest and recover. You may also
start to avoid doing things that seem just too much or too difficult. You may also try to
respond by altering what you do to improve how you feel. Later in this workbook, and
in Workbooks 3 and 4, you'll see that this altered behaviour can sometimes be a helpful
part of recovery. But sometimes it can backfire and become part of the problem (an
unhelpful behaviour).

Altered behaviour (i): reduced activity
When someone feels ill it is normal to find it is difficult doing things. This is because of:

o Feeling ill.

® Low energy and tiredness (‘I'm too ill/tired’). Or physical problems such as stiffness
or weakness.

@ Low mood and little sense of enjoyment or achievement when things are done.
o Negative thinking and reduced enthusiasm to do things ('l just can't be bothered’).

The consequence is that things you used to do before that previously gave you a
sense of pleasure or achievement may be squeezed out of your life. A vicious circle of
reduced activity may result.

You can find out more about this vicious circle and the effects of reduced activity in
Workbooks 3 and 4.

Altered behaviour (ii): avoidance

Anxiety can sometimes be understandably present as part of the reaction to illness.
You may have worries or concerns about the illness itself, your ability to cope, the
reactions of others, and what will happen in the future. Anxiety of any sort causes
people to avoid situations that may seem threatening. This can include situations
that either make you more anxious, or make you feel physically worse. You may find
yourself avoiding different situations, objects, people or places because of how you
feel. A vicious circle of avoidance can result. The impact is often an increasingly
restricted lifestyle, undermined confidence and additional distress.

Someone with anxious fears after having a heart attack will avoid any situations or

activities that they think might put them ‘at risk’. They may therefore avoid exercise
or other usual activities.
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You can learn more about this in Workbook 4.

Altered behaviour (iii): unhelpful behaviours

One problem is that everyone has expectations of how they ‘should’, 'must’, ‘ought’ to
react when they are sick. We should stop doing things. We must seek treatment and
take this. We ought to get better and move on from our illness to recovery. We should
act differently when ill — wear different clothes, eat different foods, rest, look and act ill.
These ‘rules’ often work well for short-term illnesses such as colds, flu, a broken ankle.
They also work for problems such as appendicitis, which have a clear cause and also
resolve over a number of days and weeks. It can be so much more difficult if symptoms
are unexpected and are quite scary, or if they last for a long time.

When you become unwell, you may respond by changing what you do in a number of
different ways. Sometimes these changes can be helpful — for example seeing a doctor
or other healthcare practitioner. Sometimes, however, they can become unhelpful
and worsen how you feel. For example, pushing yourself too hard and then feeling
worse. Although this can make you feel better in the short term, in the longer term it
may unhelpfully affect you physically, emotionally and in your relationships. A vicious
circle of unhelpful behaviour can occur. Remember that although often unhelpful
behaviours make you feel better in the short term, in the longer term they backfire
and add to your problems.

A useful question to identify your unhelpful behaviours is to ask ‘What am | doing
differently to cope with how | feel?’. Checklists for this can be found in Workbook 4
and will help you to identify any unhelpful behaviour in your life.

\

a Remember that the reason why people reduce activity, avoid things
or start an unhelpful behaviour is to feel better — at least in the
short term. Although they lead to a short-term relief in symptoms,
this doesn'’t last. Any symptoms or anxiety/stress usually quickly
returns to the same or an even higher level.

-

Summary for Area 4: Behaviour (reduced activity, avoidance or
unhelpful behaviours)

Having read about this area:
@ Overall, do you have altered behaviour? Yes [] No [

These difficulties are potential targets for change. You will find out more about
what steps to take to tackle these in Workbooks 3 and 4.
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Area 5: Situation, relationship and practical problems

Practical problems or difficulties in relationships are common. When people face
several problems at the same time, they may begin to feel overwhelmed. This may
be worse when you feel ill. Health problems can reduce your ability to respond well
to other problems. You may struggle with everyday tasks such as housework. These
everyday difficulties are just one more source of unwanted pressure. Symptoms often
seem worse when several life pressures occur at the same time. So these practical
problems and life difficulties may include:

@ Debts, housing or other problems.

@ Problems in relationships with family, friends or colleagues, etc. Having an illness
can sometimes affect relationships — and those around you may not know how best
to help.

e Other difficult situations that you face such as problems at home or work (or lack
of work, for example unemployment or problems with benefits).

Use this box to note down anything you have noticed about yourself in relation to
your situation, relationships or practical problems.

Overcoming functional neurological symptoms © Chris Williams et al (2011) 23



Understanding how people respond to symptoms

Summary for Area 5: Situation, relationship and practical
problems

Having read about this area:
@ Overall, do you have problems in this area? Yes ] No [J

These problems are potential targets for change. You will find out more about the
steps to take to tackle these in Workbook 3 and the Toolbox.

( Life situation, relationships and practical problems )

Symptoms
A

Feelings }4 =[ Thinking

Y
Behaviour

The Five Areas model.

You have now learnt about each of the five areas. Before you move on, think about
what you have learned. How does what you have read help you to make sense of your
symptoms?

The purpose of the Five Areas assessment is to help you plan the areas you need to
focus on to bring about change. The workbooks in this course can help you begin to
tackle each of the five problem areas.
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SECTION 4: Next steps

Some people find it's helpful to discuss what they have learned with someone who
knows them well, such as a partner, close friend or family member. People around
you might have noticed things, which you have not, and it also might help them to
understand just how much your current situation affects every aspect of your life.

The main problem areas seen in functional neurological symptoms are the:

@ Symptoms.

o Altered thinking (with extreme and unhelpful thinking).

o Altered feelings/mood/emotions.

@ Altered behaviour (with reduced activity, avoidance or unhelpful behaviours).
e Current situations, relationship or practical problems.

You will have now thought about each of these five areas and how they might apply
to you. Links can occur between any of the areas. Because of this, aiming to alter any
of the areas can help.

\

Q By defining your problems, you have now identified possible target
areas to focus on. The key is to make sure that you do things

one step at a time. Slow, steady steps are more likely to result in
improvement, rather than starting very enthusiastically and then
running out of steam.

-

Short-, medium- and longer-term goals

You are more likely to get better if you have a clear plan and stick to it. This means
choosing a specific target to start with and leaving other areas for the time being.
Setting yourself targets will help you to focus on how to make the changes needed to
get better.

To do this you will need to decide:

Long-term targets: where you
want to be in six months or a
year

Medium-term targets: changes
to be put in place over the next
few weeks

Short-term targets: changes
you can make today, tomorrow
and next week
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Use the table below to help you decide which workbooks to read first and over the

next few weeks and months.

out. These tasks will:

Tick when completed
Short-term | Medium-term |Long-term
goals (plan | goals (plan goals (plan
toreadinthe |toreadover |toreadover
next week or |the next few | the next few
so) weeks) months)

Workbook 1: Introduction v

Workbook 2: Your brain and body, and how

these link to symptoms

Workbook 3: A Five Areas Approach to

rehabilitation

Workbook 4: Behaviours

Workbook 5: Noticing and changing unhelpful

thinking

Toolbox A: Overcoming reduced activity and

avoidance

Toolbox B: Practical problem solving

Toolbox C: How to become more assertive

Toolbox D: Healthy living

Toolbox E: Illness, symptoms and other people

\

In order to change, you will need to choose to apply what you will
learn regularly throughout the week, and not just when you read
the workbook. The workbooks will encourage you to do this by
sometimes suggesting certain tasks or experiments for you to carry

* Help you to put into practice what you have learned.
+ Gather information so that you can get the most out of it.

26
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SECTION 5: Summary

In this workbook you have learned:

How to use this workbook.

How people respond to symptoms.

The key ways that symptoms can affect your life.

The Five Areas assessment: the symptoms, thinking, emotional changes and
behaviour that make up your response to the challenge of illness, as well as the
situations, relationship and practical problems you face.

The areas you need to tackle in order to overcome your own problems.

Putting into practice what you have learned

Choose two episodes over the next week when you feel either more physically
ill or distressed. Use the blank Five Areas assessment that follows this section to
record the impact on your body, thinking, mood and behaviour at that time. Try
to write a summary of how you feel in each of the five areas. What impact did
your symptoms have on how you thought and felt and what you did during these
two episodes? Can you identify any examples of reduced activity, avoidance or
unhelpful behaviours? You will find a blank example, with helpful questions, on page
30.You can photocopy or draw additional copies of the diagram as you need it, and
keep the sheet handy. You can also download copies from www.fiveareas.com.

Identify your current goal — it may be to move on to the next workbook or to re-
read this one.

My current goal

You can get additional help and support in problem solving at
www.livinglifetothefull.com

Overcoming functional neurological symptoms © Chris Williams et al (2011)
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A request for feedback

An important factor in the development of all the Five Areas assessment workbooks
is that the content is updated on a regular basis based on feedback from users and
practitioners. If there are areas within any of the workbooks that you find hard to
understand, or seem poorly written, please let us know and we will try to improve
things in future. We are sorry that we are unable to provide any specific replies or
advice on treatment.

To provide feedback, please contact us via:
Email: feedback@fiveareas.com

Mail: Dr Chris Williams, Five Areas, PO Box 9, Drymen, G63 OHA.
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My notes
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A Five Areas assessment of a specific

time when | feel worse

Ve

Life situation, relationships and practical problems

What time of day is it? Where am [? Who am | with? What has been said/happened?

G
/ Symptoms \
Note down any strong physical symptoms you notice
at the time
. /
A
4 Feelings N 4 Thinking

ashamed/depressed/angry?

How do | feel emotionally at the time? Am | anxious/

A
Y

How do | feel emotionally at the time? Am | anxious/
ashamed/depressed/angry?

~

30

Y

/ Behaviour \

What did | do differently? Did | stop doing what | was
doing, or start doing something different?

. /
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Your brain and body, and how these link to symptoms

INTRODUCTION

The aim of this workbook is to look at your symptoms in more detail and to help you
understand more about how your body works.

This workbook will cover:

Common neurological symptoms.
How doctors make diagnoses.
How your brain and body works.
Uncertainty.

Medicine and other treatments.
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SECTION 71: Common neurological
symptoms

Before we look in more detail at your own symptoms, let’s take a look at two examples.

@ Example: Naz's story

A year ago Naz noticed he had more headaches than usual. Soon they were coming
every day. At work he was under a lot of pressure. A colleague was off sick and Naz
had to cover some of her work too. There were deadlines coming up and he knew
his boss was keen to meet them. There were rumours of redundancies across the
company. Naz also spent a lot of his spare time helping his parents as his father
had had a stroke the previous summer. Naz would often visit them in the evenings
and take them out in the car for a drive once a week.

Naz was worried about his headaches but thought they were due to stress. He took
painkillers and tried to carry on as normal.

One Wednesday at work Naz collapsed. His colleagues rushed to help him and
someone called an ambulance. Naz could barely stand. His legs felt like they were
made of jelly and he was tingling down his right side. He found it difficult to talk
and was very scared that he might be having a stroke like his father. The ambulance
arrived and he was given oxygen. He was taken to the accident and emergency
department (A&E) where a nurse took some blood and attached a monitor to him.
While he lay waiting for the doctor, Naz's symptoms got better. By the time the
doctor came all that was left was a headache.The doctor did not seem to mind and
spent quite a bit of time checking him over. He told Naz that he could find nothing
wrong and that he should visit his GP, who could look into it a little further.

Naz went back to work the next day and his colleagues were very surprised to see
him. He found it difficult to explain what had happened and was embarrassed at
their questions.

Later that morning, he noticed that his right leg was shaking under the desk and when
he tried to get up he felt very unsteady. He began to feel more unwell and decided
to go home early. He tried not to make a fuss. On his way out he was holding onto
the railings in case he fell. He felt that he was tilting to the right. His leg felt very
weak. He caught a taxi to his GP's surgery. The GP saw him quickly and examined
him thoroughly but could not find anything wrong. Naz's symptoms again wore
off. His GP arranged for him to be seen at the local neurology department and to
have a brain scan. She warned him there might be some wait for his appointments
but she was fairly sure that there was nothing seriously wrong. Over the next few
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weeks Naz's symptoms came and went. His leg seemed to be getting weaker and
often gave way under him. He continued to have headaches.

He bought himself a blood pressure monitor and used it quite often through the
day. He was reluctant to go out as he worried he would fall or collapse. He stopped
going to his regular football game. He wondered whether stress could cause a
stroke. He felt guilty that he could not help his parents and asked his sister to take
over for a while. Even though his GP had been quite reassuring, he was still worried
about what was happening and hoped he would get his hospital appointments
soon.

As you can see, Naz was having a number of common neurological symptoms.
Naturally he was worried he might have something very seriously wrong. After reading
his story, you may be surprised to find when he eventually saw the neurologist and
had his scan there was no evidence of serious illness. The diagnosis was functional
neurological symptoms.

Kate also has neurological symptoms. Her story is told below.

@ Example: Kate's story

Kate has had seizures for two years. When the fits first started they were
unpredictable and came out of the blue. She would collapse to the floor and
feel quite ‘out of it" when she came round. She was not sure whether she was
unconscious for long and had difficulty remembering what had happened. People
told her she jerked and shook sometimes. She found it difficult to look after her
three teenage children, and her mother had to help out. She often had seizures at
work and would end up being sent home. Before this Kate had always been healthy.
She had had occasional stomach problems in the past (stomach acid coming up
into her mouth) and was still bothered by this at times but medication had helped.

When the seizures started, Kate often saw her doctor and occasionally ended up in
A&E. All her tests were normal and her doctor thought that they should wait and
see what happened. She was given some diazepam in case she needed it and this
helped at times. Her doctor was reassuring but Kate was still worried.

Kate’s best friend had epilepsy and she had seen her having fits. Kate was able to
tell her friends and family how to look after her and gradually she returned to a
more normal life. Her children stopped phoning her relatives when she had a fit at
home. Instead they would take over making their tea or whatever she was doing.
Her work colleagues allowed her to cut back some of her duties and she was able
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to leave early if she felt a fit coming on. Not everyone was so sympathetic and her
sister even told her she was faking it. This upset Kate very much.

Over time she was able to predict days when she might have a fit. She also noticed
other symptoms that accompanied her seizures. That is, the seizures seemed to
come if she was tired, felt under stress, had drunk wine or coffee or had eaten
certain foods. Sometimes she had a headache across the back of her head and felt
dizzy before her fit. Her hands tingled, she felt vague and had difficulty finding her
words. She often felt as if she was cut off from the rest of the world. This was a
weird feeling which she found difficult to describe to her family. She noticed that
when her stomach was playing up she was much more likely to have a seizure. She
wondered if different foods might be the cause. Her doctor thought that this was
unlikely though and sometimes Kate felt disbelieved by him too.

Over time Kate became frustrated with her doctor, as no one could tell her exactly
what was wrong. She asked for a second opinion and was referred to the local
neurology department. When the neurologist saw Kate, she was given a diagnosis
of non-epileptic seizures and told there was a good chance she would get better.
Kate was very relieved to finally be told what was wrong with her. She also found
her symptoms easier to explain to the people around her.

This is another example of a functional neurological disorder. You might feel there
are some similarities between your own story and those of Naz and Kate. You may
even share some of their symptoms. While no two people are exactly the same, such
symptoms are very familiar to neurologists. Often there is a mixture of symptoms.
They can be disabling and cause distress and affect how you live your life day to day.
You might also recognise some of the worries and frustrations that Naz and Kate
experienced.

Your symptoms

In Workbook 1 you filled out a time line of your own symptoms. It might be helpful
now to use the checklist below to describe these in more detail.

Checklist of symptoms

Paralysis or weakness of an arm or leg

Double or blurred vision

Partial or total loss of vision

Partial or total loss of hearing

oooo|g

Difficulty swallowing or a lump in the throat
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Difficulty speaking or slurred speech

Lack of co-ordination or balance

Seizure or fit

An anxiety attack (suddenly feeling fear or panic)

Shaking or tremor

Headaches

Dizziness

Fainting spells

Loss of sensation, numbness or tingling

Back pain

Pain in your arms, legs or joints (knees, hips, etc)

Chest pain

Feeling your heart pound or race

Problems with your memory or concentration

Shortness of breath

Stomach pain

Constipation, loose bowels or diarrhoea

Nausea, gas or indigestion

Feeling tired or having low energy

Trouble sleeping

Little interest or pleasure in doing things

Feeling down, depressed or hopeless

‘Nerves’ or feeling anxious or on edge

Worrying about a lot of different things

Oooooo|jo|jo|jo|g|gjgjgjg|g|jojg|o|o|o/oy/ o o|jo|g

Having flashbacks to stressful events

It seems a very large list but of course not everyone will have all the symptoms listed
here and you may only notice one or two of them. Or you may find you have several.

It can be difficult to imagine how all of these symptoms might be caused by one
diagnosis. Often people are puzzled how the neurologist has made their diagnosis.

The following sections explain how doctors make their decisions and how the human
body works.
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SECTION 2: How doctors make
diagnoses

When a person become unwell, changes happen to the body. Sometimes they are
sudden, and at other times they are more gradual. You might go to your doctor to get
help. You will want to know:

e What is it? (Diagnosis)

e What caused it? (Aetiology)

e What can you, or others, do about it? (Treatment)
e What will happen? (Prognosis)

Your doctor will try to answer all these questions. Sometimes it is not made clear how
doctors make their decisions. This can leave people a little bewildered and unsure.

What happens first?

When you go to the doctor, you expect to describe your symptoms, be examined and
possibly be sent for some tests to find out what is happening to you. This may or may
not happen at the initial visit. It could be spread over a number of visits. The biggest
clues that aid a doctor in trying to answer the questions above are found in the story
or history of the illness. This includes both the symptoms that have developed and, less
obviously, the symptoms that are not there. It also, very importantly, includes the time
line of how these symptoms developed. The importance placed on each symptom may
be different for the patient and the doctor. See the example on the next page.
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Example:
Anne’s story

Anne has had increasing symptoms
for some time but has been unable
to go to work for the last two weeks
because of severe tiredness. She goes
to see her family doctor (Dr Andrews).

Anne spends a long time with her
doctor and tells her all about how
she’s been feeling. Anne gets the
feeling that the doctor is not very
interested in her tiredness and is
annoyed because that's her worst
symptom. She feels that Dr Andrews
is asking a lot of questions about
symptoms that are less troublesome
and even asking about things she
doesn’t have. Anne leaves the surgery
with a sick note and an appointment
for two weeks’ time.

Example:
Dr Andrews'’ story

Dr Andrews is in her morning clinic.
Her first patient is Anne. Anne
describes her tiredness in great
detail.

Dr Andrews knows that tiredness is
a very common symptom in a large
number of illnesses and so this does
not really help her to make a decision
about what is wrong with Anne. She
asks questions that will give her more
useful information as she has some
ideas of what might be wrong.

Dr Andrews has ruled out a number of
illnesses by Anne’s answers and signs
her off work for a further two weeks.
However, Anne seems frustrated when
she leaves.

Diagnosis is a process of reducing a large number of possibilities to a shorter list. The
most useful information may lie in those symptoms that are rare or very specific to a
particular illness rather than those which are common to lots of illnesses. Indeed some
symptoms occur in healthy people. These may not be obvious, but are significant to
the doctor.

Certain symptoms occur in groups which may point the doctor to a certain diagnosis.
If one symptom is missing it may rule out that particular diagnosis.

People can read articles about illnesses in magazines, books or on the internet. These
often give lists of symptoms that look very similar to how a person feels and may
lead them to think that they have that illness. However, such lists do not show which
symptoms are more important or the time line in which they will develop. As a result
they can be very misleading.

What happens next?

At this stage, the doctor will have a few possibilities in mind, which can be reduced
further by examination and the results of tests. People often find it surprising that
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tests are less important than they imagine. Usually a doctor will have a good idea of
a likely diagnosis. Tests may be ordered to exclude rare but serious illnesses that seem
unlikely but important not to miss. Such tests are expected to be normal. Also, some
tests may be helpful in certain situations but not in others.

\

Are tests helpful? If epilepsy is a possibility a test called an EEG
(electroencephalography) may be done. If the EEG is abnormal
epilepsy is likely. Often, however, it is normal so this does not help
the doctor make a diagnosis one way or the other. People can have

a normal EEG and still have epilepsy. Doctors have learnt it is the
history that makes the diagnosis rather than the tests. This is true of
many other neurological conditions.

(S

Sometimes there are two different tests that will give the same information, so only
one will need to be done. This is why you might wonder why you had one test while
someone else you know had another for what seemed the same symptoms.

Many people with neurological symptoms will expect to go for a ‘scan’. As described
above, these will rarely show anything abnormal that is not already suspected by the
neurologist. Sometimes people feel that having a scan would help them feel more
certain. It can be difficult to believe the doctors when they say a scan isn't necessary.
But they are trying to prevent unnecessary stress for you, for example while waiting for
the test and results. The same is true of having repeat scans ‘just to be sure’.

The other questions

All this leads to a diagnosis and answers the question ‘What is it?’ In turn, this can help
to answer other questions of treatment and prognosis. A harder question sometimes is
‘What caused it?’ In some illnesses the cause is known. In others there may be ongoing
research and in others still, even less is known. However, an illness may be diagnosed
and treatment advised even when its cause is not fully understood. Multiple sclerosis
or MS is a good example of such a situation. Doctors can be sure of the diagnosis even
though they still don't know fully what causes it.

The lack of explanation for symptoms can be very frustrating.
However, it is important not to let it prevent you from working on a
treatment.
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SECTION 3: How the brain and body
work

This section will explain how some parts of the body work. Some of the information
may be familiar to you and other parts may be new. Many people with symptoms find
it useful to understand more about how their body works and how the various systems
link together.

The nervous system

What is it and what does it do?

The nervous system is made up of the brain, the spinal cord and the peripheral nerves.
The brain and the spinal cord are together known as the central nervous system (CNS).
Nerves radiate out from the CNS to every part of the body. These nerves are known as
the peripheral nervous system (Figure 2.1).

CNS - brain
and spinal cord

Peripheral
nervous system

Figure 2.7 Parts of the nervous system.
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The nervous system moves messages around the body. These messages run through
the nerves in a similar way to electricity through power lines. They are very fast: more
than 250 miles per hour! Special chemicals or ‘neurotransmitters’ pass messages from
one nerve to another.

The brain sends messages out to the body to tell it what to do — move, swallow, change
heart rate, etc. The nerves also bring information back to the brain from the rest of the
body. This tells the brain what the body is doing and also what is happening around us.
This information is gathered by specially adapted nerve cells. As well as the well-known
‘senses’, there are others that may not be so familiar — temperature, pain, vibration
and the sense of where your body parts (such as hands or legs) are. The brain links all
this information together and makes decisions about what to tell the body to do next.

In some situations this system may become confused. This can be due to disease or
injury interrupting the nerves or damaging part of the brain. It may also be caused by
the wrong messages being sent through an otherwise healthy system. Let’s look at an
example of this: people who have had part of their leg amputated. For many years after
the amputation, many people complain of pain and other sensations in the foot that is
missing. The nerves are still sending messages about the foot which is no longer there.
The brain still believes these messages even though it knows the foot is missing. Such
pain can be very troublesome and is known as phantom limb pain. This is an example
of wrong messages being sent out by the brain.

Brain and body — more connected than you think?

Sometimes you may think of your brain and body as being quite separate things but
they are very much connected. People are aware of only a tiny amount of all the
activity in the nervous system and many things happen automatically. What is not
so obvious, however, is that emotions, fears and memories are also found within the
nervous system. Later in these workbooks you will find out more about how all these
link together.

The nervous system controls many of the body’s processes. We are aware of some of
these but most we don't think about at all. For example, imagine you are thirsty and
there is a cup of tea in front of you. You reach out to pick it up but the handle is hot
and so you quickly let go and leave it where it is.

At first glance this might seem under your conscious control. You are aware you can
see the cup and you deliberately decide to move your arm to pick it up. What you don't
think about is which muscle you move first, the sequence in which you move your
shoulder, elbow and wrist joints, how you judge how far away the cup is, how you keep
track of where your hand is as you move it towards the cup and, most importantly
of all, for your safety. In this example, how you sense the heat and in a split second
remove your hand to avoid getting hurt, all happen automatically but are still under
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the control of your nervous system. The quick removal of the hand is known as a reflex
action.

Another example is how the nervous system controls breathing. Breathing usually
happens without people thinking about it but one can override this. This will be
discussed further in the section on the respiratory/breathing system.

Autonomic nervous system

The autonomic nervous system controls the heart rate, breathing, blood pressure and
the way the digestive system works. There are two parts to it which have opposite
actions: the sympathetic nervous system, which reacts to stress, and the parasympathetic
nervous system, which relaxes us. Our stress system is balanced by our relaxation
system. They have opposite effects on the body.

Imagine that the body is like a car — then the sympathetic system would be the
accelerator and the parasympathetic system would be the brakes. You can’t press on
both at the same time. In the same way both of these parts of the nervous system
can't be active at the same time.

If you press on the accelerator, the car speeds up.To slow it down there are two choices,
take your foot off the accelerator or press on the brakes, or often both of these at once.
Or in body terms: stop the stress reaction or increase the relaxation system.

Usually the body can cope quickly with changes in the balance between the stress
system and the relaxation system, and rapidly return things back to normal. As these
systems balance the heart rate, breathing, bowels and bladder, this explains how these
systems are commonly affected at times of stress.

The fight or flight adrenaline response

This is the body’s response to danger, fear or threat. It is a normal response to
frightening or dangerous things such as being woken from sleep by a noise in the
middle of the night. The body reacts to a combination of messages from the nervous
system (as described above) and a chemical called adrenaline in the blood. At the time
this happens you may not really be aware of it going on but afterwards you might
notice that your heart is beating faster or your hands are shaking.

What does the fight or flight adrenaline response do?

It basically prepares a person to either stand up and fight or to run away (Figure 2.2).
The heart rate gets faster to increase blood flow round the body. Blood goes to places
where it is needed most, for example away from the skin, hands, feet and stomach,
and into the muscles. The saliva dries up and the gut slows down. The muscles tense
to prepare to act, and the skin starts to sweat to cool the body for running. Breathing
becomes faster and deeper to provide the person with more oxygen. The pupils dilate/
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widen to look for danger and the person becomes more alert. Finally, our body reacts
to provide us with more energy from its sugar reserves.

Increased sweating

Pupils dilate/widen

Breathing rate

Saliva reduced increases

Muscles tense

Blood moves from l
nd

skin, hands a

//n
i

Figure 2.2 Fight or flight adrenaline reaction.

Heart rate
increases
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Blood moves
from guts to
muscles

Adrenaline released
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We can understand how these changes would be useful if you really did have to fight
or run away but now let’s look at what symptoms they can cause (Figure 2.3).

You may feel your heart racing. The diversion of the blood supply gives you cold skin,
cold hands and feet and numbness. It also can produce nausea and stomach heaviness.
Your tummy may churn. The changes in your breathing may cause you to feel short
of breath, with sensations of choking, dizziness and chest pains. You can also get
symptoms of hyperventilation/over-breathing (see later). You find yourself sweating
and with a dry mouth due to lack of saliva. The changes in your eyes may be strong
enough to blur your vision. Feeling alert to danger can make a person feel on edge. It
can also make you react to the slightest noise or minor irritation. The tension in your
muscles causes aches and pains. You can also experience an urge to run and feel tired
and drained afterwards.
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Dry mouth

Rapid breathing

Rapid heartbeat
or palpitations

Fuzzy-headed or faint
feeling, headaches

Muscle tension and
restlessness/on edge

Shakiness, feel hot or cold,
sweaty or clammy

Become easily tired. Sleep
problems

Butterflies, sickness, churning
stomach, poor appetite, go to the
toilet frequently

Figure 2.3 Common physical reactions in the fight or flight adrenaline response.

Panic attacks and anxiety

Panic attacks are an extremely sudden and very intense version of this ‘fight or flight’
adrenaline reaction. It is as if the stress system has been set off by mistake. The
symptoms that result can be frightening to experience. Your heart races, you can't
breathe, you may have pain across your chest and you feel an overwhelming urge to
escape. There is a fear that something dreadful is going to happen and some people
even think they might die.

Panic attacks are very common. Each year almost one in 10 people will experience
a panic attack. You might even have experienced one yourself at some time. Luckily,
these panic attacks are usually short-lived as the body runs low on adrenaline quite
quickly. However, sometimes panic attacks can reoccur. As these attacks are so scary,
it is quite common to become scared of having the panic attacks themselves. People
can start to avoid any situations or events where they fear the panic may occur and so
the situation gets even worse.

Sometimes the stress reaction happens when there is nothing obvious to fear. It may
be triggered by something you are thinking or even seem to be out of the blue. In other
people it may seem as if the system is constantly firing off for very little cause. It is
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a bit like having a thermostat set too high or the car revving too fast. The symptoms
might not be so intense but can be there for a lot of the time. This can be tiring.

How does the body stop the stress reaction?

As described earlier, the stress and relaxation systems in the body normally balance
each other out. Another way of imagining this is like a see-saw (Figure 2.4).

In balance A
Stress system activated N

To improve things you can either:

v

AT - AT

Reduce the stress system Increase the relaxation system

Balance A

Figure 2.4 The balancing act between stress and relaxation.

To return to:

To learn ways to boost your relaxation system, see the Toolbox.

The *fight or flight' symptoms can make you feel uncomfortable or
unwell. However, they are not dangerous.

Sometimes, chronic (lasting a long time) stress may cause these symptoms to be there
for a lot of the time. The more a person notices their body’s reaction, the more they
worry about it and this can make it worse. Unfortunately, people may not notice what
set this reaction off, and only notice how they feel physically. If you can recognise this,
it can help you to change it.

It might be difficult to imagine how your thoughts can affect what you feel. Let’s think
for a minute about how someone on aroller coaster might feel: perhaps heart pounding,
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breathless, stomach flipping, gripping the safety bar and maybe even shouting out
loud? So is that excitement or is it fear? Or is it a bit of both? People are all different
in how they respond to such situations. Two different people may finish the ride with
quite different feelings — one white with fear vowing never to go back on it, and the
other running to join the queue again. What it certainly involves is adrenaline and the
stress system. Your heart may beat faster in both fearful and exciting situations but
how you feel about it may be completely different. Workbook 3 will cover more about
the interaction between how you feel physically and how you think.

The respiratory system

What is it and what does it do?

The respiratory/breathing system (Figure 2.5) itself is made up of the nose, mouth,
trachea (windpipe) and the lungs. You breathe in oxygen from the air and it is taken
to where it is needed in the body. You breathe out carbon dioxide, which the body
produces when it burns energy.

Trachea

Left primary

Nose and bronchus

mouth \

Right primary
bronchus
Trachea

(windpipe)

Ribs Terminal

Blood with oxygen bronchiole

Right lung Left lung returns to the heart

Blood with low
oxygen pumped to
lungs by the heart

Heart

Alveoli - site of
Diaphragm oxygen/carbon
(muscle) dioxide exchange

Figure 2.5 The respiratory system.

The lungs are surrounded by the chest cavity. This can be thought of as a kind of
flexible box made up of the bones and muscles of the ribcage (Figure 2.6). The base of
this box is a large muscle called the diaphragm and the top involves the muscles and
bones of the neck and shoulders.
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External intercostal
muscles between

Principal the ribs
muscles

Diaphragm

Figure 2.6 The rib cage.

How breathing happens

When you breathe in, air is sucked down the windpipe to your lungs. This happens
because the chest cavity around the lungs expands (Figure 2.7). Once the air is in your
lungs, oxygen is absorbed into the bloodstream and then transported away to be used
all over the body. One of the waste products of the body, carbon dioxide, travels in
the opposite direction. As you breathe out, it is blown back into the air around you.
The body works best when these two gases are in balance and you can change your
breathing pattern to make this happen.

Air Air
As chest expands air
rushes into lungs

P -
_— -~

=

Figure 2.7 As the chest expands, the diaphragm flattens and air rushes into the lungs.
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The diaphragm is the main muscle that helps your lungs to work when you are resting
and breathing normally. As it tenses and moves downwards it makes the chest cavity
bigger and the lungs expand and suck in air. When it relaxes, the chest cavity gets
smaller and it squeezes the unwanted carbon dioxide out. This is known as abdominal,
relaxed breathing.

Another way of increasing the space in the chest is by using the neck and chest muscles
to raise the shoulders. This takes more effort. It can be useful at times when you need
to breathe harder. A good example of this is when you exercise. This is called thoracic
breathing.

Mostly you breathe without thinking about it. Sometimes you get out of breath and
then you may notice your breathing more. You can also control your breathing on
purpose at times, for example when holding the breath underwater or blowing out the
candles on a birthday cake. People are able to change both the speed and the depth
of their breathing for a short time. But doing this for longer would begin to become
uncomfortable as the body starts to notice the changes in the oxygen and carbon
dioxide levels.

If you start to breathe faster, you tend to take short, shallow breaths which blow away
more carbon dioxide. This is called hyperventilation. Sometimes you may do this
without noticing and, over a period of time, it can cause uncomfortable symptoms.This
type of breathing tends to occur when we feel anxious and stressed. This is covered in
more detail later in this workbook.

The motor/movement system

This consists of the bones, the joints between them and the ligaments and muscles
that surround them (see figure below). It also involves the nerves that tell the muscles
when to move and that feed information back to the nervous system about what is
happening to the body.

Bicipital Annular
Joint where tendon ligament

Upper arm bone
bones connect

Tendons and
ligaments connect
the bones and joints
together

Lower arm bones

Interosseous

membrane Oblique
cord

Figure 2.8 Bones, muscles, joints.
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The muscles are important to the joints, both for movement and for support.
Movements may be under a person’s conscious or unconscious control. Let’s consider
again the previous example about reaching out to pick up a cup of tea. Although you
consciously decide to carry out the action, you certainly don't think about each muscle
separately or about which joint (finger, wrist, elbow or shoulder) to move first. Such
combinations of movements are learned by the body and become second nature with
practice, although may seem very difficult at first as any baby would tell you!

How the body moves

To bend a joint, the muscles around it need to become shorter or contract. The
opposite happens when the muscles relax or get longer (Figure 2.9). Most joints will
have two sets of muscles around them which can pull in opposite directions to move
back and forth.

The two sets may not be equal in strength and some movements will be easier
than others.

N

Elbow straightens: Elbow bends:
muscles at the back muscles at the front
of the arm contract of the arm contract

Figure 2.9 Creation of movement by muscle contraction.
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There is always some tension in the muscles to keep the joint in a certain position.
Sometimes this may be uneven. This might cause the joint to be held differently than
usual. If this is prolonged the muscles can begin to ache. If any parts of a joint are
injured or irritated then the muscles nearby may shorten automatically and go into
spasm (Figure 2.10). This may be very painful.

Figure 2.70 lllustration of a neck muscle spasm.

If you have ever had a stiff neck, you might remember how difficult and painful it
was to try to straighten it up. This happens to protect the injured part and allow it
time to heal.

Muscles are made up of lots of tiny muscle fibres which slide across each other to
shorten or lengthen the muscle (Figure 2.11).

Muscles can be built up with use, both from deliberate exercise or everyday movements.
For example, most right-handed people will have bigger arm muscles on the right than
the left just from using that arm more often. Muscles can also get weak from lack of
use. This can happen very quickly. For example, someone who had a broken leg in a
plaster cast would notice that their leg muscles had become much thinner and weaker
when the cast is taken off just six weeks later.

Over time muscles ‘learn’ positions that feel comfortable to the person. Try this
experiment.

Cross your arms in front of your chest as you would normally do in everyday life.
Now try to cross them the opposite way. Put the arm that is usually on top under
the other one, or move the one that is usually on the outside to the inside. Is it
easy? Does it feel the same? Do you have to think more about doing it?

Most people will find one way fairly natural and comfortable but find the other feels
‘odd’ or more difficult to do. This happens throughout the body. Mostly this makes no
difference to a person. Sometimes, however, you can ‘learn’ positions of muscles or
joints that can actually cause you discomfort in the long run. This will be covered in
more detail later in the workbook.
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Figure 2.11 The muscle fibres: relaxed (left) and contracted (right).

Muscles can stop working properly for a number of reasons — due to disease, injury or
even their patterns of use. This will in turn affect how you use your joints and how you
can move around.

How people use their muscles

Sometimes the way people tend to use muscles can cause pain or discomfort. This
can be direct or indirect. It is obvious that repeated use of a muscle may cause pain
afterwards. Going on a long hill walk might make your muscles ache the next day or so,
especially if a person isn't used to it. Another cause of discomfort is increased tension
within the muscles. Writer's cramp causes pain because of the prolonged grip on the
pen as well as the movements in the hand and wrist. It is another more subtle form
of overuse. A less obvious cause of increased muscle tension is stress. For example,
if someone is anxious, they tend to tense up the muscles even when they are ‘at
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rest’. This can directly cause aches and pains all over the body without any increased
exercise or activity at all.

Sometimes people talk about ‘posture’ or how you hold your body. If people mention
‘good posture’, you tend to think of standing up straight and tall. When they talk of
‘bad posture’, you may imagine people slouched over or slumped. You may feel that
somehow ‘good posture’ is better for you in some way but in reality people often feel
more comfortable slumped.

Imagine someone sitting at a computer keyboard. For a short time it doesn't really
matter how they type. Most people will sit in the way they feel most comfortable,
‘good’ or otherwise. However, if they are working for longer, they might start to ache
and feel stiff in the neck and shoulders and over time they may develop more chronic
pain. Eventually they will look for ways to avoid these pains — perhaps changing their
desk height or their chair, buying special rests for their wrists or other such devices.
The bad posture feels better in the short term but, in the long run, good posture can
be protective.

Often though, it is not so obvious that ‘posture’ is affecting a person in this way. As
mentioned above, following an injury to a joint, the muscles around it may go into
spasm to protect it and allow time for healing. This is a reflex which you can’t control.
However, you can also try to protect the injured part in a more conscious way. You may
try to hold the joint still. This is called ‘learned guarding’ and avoids the possibility of
further pain or injury. If it continues it may cause disuse of the affected side (a little like
the example of the broken leg) and over-activity of the opposite side.

Over time this disuse can affect the muscles so that when you do try to use them again
they are weak and do not work properly. This is called ‘learned weakness'. The over-
activity of the opposite side may then cause discomfort in the unaffected muscles. This
is quite common in people with back pain but may be difficult to spot. Unfortunately,
if someone develop these habits it will usually take longer to get better. It can become
a vicious circle. The more the person tries to avoid pain, the more pain they get. It can
also begin to affect other parts of their body and sometimes can go on so long that
the person may almost forget the original injury that started the whole process off.

As you have seen, anxiety can increase tension in your muscles. It is easy to see how
this might add to this process. In addition, a person is more likely to guard a painful
area if they believe that they might make the situation worse. In this way anxiety or
worrying can actually increase pain.

Thus your emotions, posture and movements may all interact to affect how your
motor system works. Since your nervous system also has an important part to play in
controlling your motor system, any factors that affect one may also affect the other.
This may help to explain how some functional neurological symptoms develop or are
made worse as the body adapts to them.
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Hyperventilation

Hyperventilation is a change in the breathing pattern which can cause symptoms
throughout your body. It is very common and may affect almost one in 10 people on
a regular basis. Nearly everyone has experienced short episodes of hyperventilation
during stressful events and could recognise some of the description below.

@ Example: Jane has hyperventilation

Jane is scared of large dogs. She is walking across the park one day when one runs
straight towards her, barking. She stands frozen to the spot and begins to breathe
faster. She is breathing short, shallow breaths through her mouth and notices her
chest moving in and out. Her heart is beating faster. Jane feels breathless and
panicked. She begins to feel a bit dizzy and her mouth seems dry. Her vision begins
to blur and she notices a tight feeling across her chest. Her fingers and hands begin
to tingle and she feels more and more dizzy. She barely notices the dog’s owner
rushing over. He calls the dog back to him. The dog stops barking and runs to
him immediately. He apologises profusely to Jane. She is quite shaken but able to
talk and reassures him that she is okay. Her breathing slows down and returns to
normal. Within a couple of minutes her symptoms wear off completely.

The symptoms of long-term hyperventilation are much harder to spot but can have a
major effect on some people.

In Section 1 of this workbook you filled in a list of all your symptoms. We are now
going to take a closer look at these to see if hyperventilation could be playing a part
in your own symptoms.

Please use the checklist below.

Symptom checklist

Symptom Do you notice many of these symptoms?
Chest pain Yes [ No [
Feeling tense Yes [ No [
Blurred vision Yes [ No [
Dizziness Yes [] No [
Confusion or loss of touch with reality Yes [] No [
Fast or deep breathing Yes [J No [J
Shortness of breath Yes [ No [
Tightness across chest Yes [] No []
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Symptom Do you notice many of these symptoms?
Bloated sensation in stomach Yes [] No [J
Tingling in fingers and hands Yes [ No [
Difficulty breathing/taking a deep breath Yes [] No []
Stiffness or cramps in fingers and hands Yes [ No [
Tightness around the mouth Yes [] No []
Cold hands or feet Yes [ No [
Palpitations in the chest Yes [] No []
Anxiety Yes [ No [

If you have ticked many of the symptoms in this checklist and notice these at times
you feel panicky you might like to read more about hyperventilation and how it can
affect your body. You may also benefit from trying some of the breathing exercises in
Toolbox D.

If you are unsure whether hyperventilation is affecting you, you might like to try the
following experiment.

Optional experiment

This is a forced exercise in overbreathing. It might make you feel uncomfortable
but it should not be dangerous. Sometimes the symptoms can make you scared. If
you are at all worried about this, try to do it when there is someone else around. If
you have asthma or other chronic breathing problems you may want to ask your
doctor before you try this. Also please don't do this if you are pregnant or have

epilepsy.

Sit and breathe deeply through your mouth as if you are running. Try to do this for
at least 30 seconds. Most people will start to develop unpleasant symptoms within
this time. If your own troublesome symptoms seem to flare up during this, it is
likely that hyperventilation has a part to play in your own situation.

More about hyperventilation

Hyperventilation syndrome has two different forms, sudden or acute onset and a
more everyday, chronic form.The sudden form comes on rapidly and has more intense
symptoms. It is often associated with anxiety and panic. Sometimes people are not
aware of what triggers it and just experience the unpleasant and rather frightening
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symptoms it causes. The more long-term, chronic form causes similar but milder
symptoms. It is really a ‘bad habit’ of breathing. Most people with this type of
hyperventilation will notice the symptoms it causes, but are often unaware of the
underlying change in their breathing pattern.

How does it cause these symptoms?

These symptoms are mainly caused by changes in the carbon dioxide levels in the blood
(see Figure 2.12). As described in the section on the respiratory system above, these
short, shallow breaths cause you to breathe out more carbon dioxide than usual and so
the amount left in your blood stream is reduced. This has effects on the brain causing
confusion, agitation and anxiety, dizziness or even fainting and depersonalisation
symptoms (see p. 58). It can cause heart palpitation too.

Light-headed

Dizzy Agitation Low carbon dioxide level

Spaced out or disconnected

Rapid breathing
through mouth

Breathless Low carbon dioxide level

Rapid thoracic-

Chest tightness type breathing

Palpitations

Swallowed air and let
blood flow to bowels

Low calcium level

numbness
Cramps

Tingling/numbness
Cramps

Figure 2.12 Acute hyperventilation.
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It also has an effect on the levels of calcium in the blood. When the calcium level in
the blood falls, it affects the working of the nervous system. This leads to numbness
and tingling (especially in the hands and feet, and around the mouth and nose). It can
also cause muscles to twitch and even spasms or cramps in your hands and feet.

The lowered carbon dioxide levels may cause the lungs to wheeze. The extra effort
of breathing makes the person feel short of breath and, because of the tendency to
switch to thoracic breathing, people can get pains or tenderness in the chest. You
are more likely to breathe through your mouth during hyperventilation as it is very
difficult to breathe fast through your nose for very long. This mouth breathing can
cause a dry mouth.

The more chronic type of overbreathing causes similar symptoms. In addition,
some people yawn and sigh more than other people seem to. Or they might have
an irritable cough or clear their throats more than usual. Sometimes you get
a feeling that you need to take a deep breath. It can cause tiredness, lack of
concentration and sleep disturbances too. Sometimes there are particularly vivid
dreams or nightmares. There may be episodes of weakness and exhaustion
during the day. These seem to happen for no obvious reason. The constant use
of thoracic breathing may cause muscular aches and tension around the neck,
shoulders and jaw.When people hyperventilate they might also swallow excessive
air.This can cause bloating, burping, nausea and uncomfortable pressure feelings
in our stomachs.

What can be done about this?

The first step is to consider whether hyperventilation may be affecting you and causing
some of your symptoms. It is unlikely to be the only thing that is happening to you
but it can certainly worsen your existing situation. This is particularly the case with
the everyday, chronic type of overbreathing as you are unlikely to be aware of it.
Luckily, it is a pattern of breathing that develops as a ‘bad habit’ rather than because of
an underlying illness. There are ways to ‘un-learn’ this pattern of breathing. There are
various methods to train people to breathe in a more relaxed way again. You can find
out more about these in Toolbox D.

Depersonalisation: feeling cut-off and disconnected from
things

Depersonalisation is a strange experience felt by many people at one time or another.
It is a feeling of unreality and disconnection from your usual self. This can last from a
matter of seconds to hours, days or even weeks. It may come and go without warning.
Depersonalisation is a symptom of a variety of different conditions and can also
happen to healthy people too. It is often accompanied by another symptom called
derealisation. This is when the world around you also appears unfamiliar.
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It can be quite difficult to describe what this feels like and often people don't talk
about it very much. Many have said 'l just don't feel like me’ or that they feel numb.
It may feel like walking around with a goldfish bowl on your head, or as if your head
is full of cotton wool. It can feel very disturbing. Someone described it as ‘losing your
sense of being alive’. Some worry what others will think about them or even that they
are ‘going mad’.

What does it feel like?

There are many ‘funny’ experiences that might be part of depersonalisation/
derealisation. Below is a checklist of some of the most common descriptions
that people have given. Some of them may seem quite bizarre to you. As many
as possible have been included as there is a huge range of different experiences
so, even if you have only one or two, you may still have depersonalisation/
derealisation.

Out of the blue, | feel strange, as if | were not real or as if | were cut off from the ]
world

What | see looks ‘flat’ or ‘lifeless’ as if | were looking at a picture U
Parts of my body feel as if they don’t belong to me O
While doing something | have the feeling of being a ‘detached observer’ of myself O
My body feels very light, as if it were floating on air U
I have the feeling of not having any thoughts at all, so that when | speak it feels as if O
my words were uttered by an ‘automaton’

Familiar voices (including my own) sound remote and unreal O
I have the feeling that my hands or my feet have become larger or smaller O
My surroundings feel detached or unreal, as if there was a veil between me and the ]
outside world

It seems as if things | have recently done had taken place a long time ago. For O
example, anything which | have done this morning feels as if it were done weeks ago

| feel detached from memories of things that have happened to me, as if | had not ]
been involved in them

Objects around me seem to look smaller or further away O
I cannot feel properly the objects that | touch with my hands; it feels as if it were not O
me who was touching it

I do not seem able to picture things in my mind, for example the face of a close U
friend or a familiar place

When a part of my body hurts, | feel so detached from the pain that it feels as if it O
were ‘somebody else’s pain’

I have the feeling of being outside my body U
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O

When | move it doesn't feel as if | were in charge of the movements, so that | feel
‘automatic’ and mechanical as if | were a ‘robot’

The smell of things no longer gives me a feeling of pleasure or dislike

| feel so detached from my thoughts that they seem to have a ‘life’ of their own

I have to touch myself to make sure that | have a body or a real existence

oooio

| seem to have lost some bodily sensations (e.g. of hunger or thirst) so that when |
eat or drink, it feels an automatic routine

Some of these descriptions may seem familiar to you and some might sound quite
unfamiliar. Some may occur also in other conditions as well as being symptoms of
depersonalisation. Everyone has a slightly different experience of depersonalisation/
derealisation but often there will be some similarities.

What can cause depersonalisation/derealisation?

It might be surprising to discover that these types of symptoms are actually quite
common. Studies have shown that up to one in two people will have them at some
point in their lives. Some situations can make these symptoms more likely. These
include being very tired, being very frightened or feeling very stressed. Some people
find that having caffeine or alcohol might worsen their symptoms.

Infections such as colds and flu may cause temporary depersonalisation symptomes.
Many people feel ‘spacey’ and ‘not quite there’ when they've been laid up in bed
with such illnesses. These symptoms can also happen in a number of other illnesses
including epilepsy, migraines and when blood sugar falls too low in diabetes.

Depersonalisation symptoms are also common in a number of disorders such as
depression and anxiety. They are especially frequent where there is marked anxiety or
panic. They may also happen as side effects of certain medicines, including some anti-
depressants. Some people notice that they can be brought on by upsetting thoughts or
flashbacks, especially if there has been a distressing event or trauma in the past.

Hyperventilation (see previous section) is a common cause of depersonalisation
symptoms. These can be very unpleasant and quite frightening when combined with
all the other physical symptoms that hyperventilation can cause.

What can be done about it?

Knowing more about these symptoms and how common they are can be very
reassuring. It may make it easier to explain to the people around us so that they can
understand how strange one can feel at times.

Often people can identify the cause, such as medicine side effects or lack of sleep,
which can be tackled to improve these symptoms. But sometimes people may not be
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able to exactly pinpoint what is causing them. But often the symptoms will reduce as
you begin to recover from your other symptoms. Using the CBT (cognitive behavioural
therapy or talking therapy) approach can help too.

Sometimes, if the symptoms are very prolonged or frequent, more specialist help may
be needed. If this is the case then you might like to discuss it further with your own
doctor or nurse.
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SECTION 4: Difficulties with
uncertainty

As mentioned earlier in this workbook, when people become ill, they face a number of
uncertainties and questions. Seeking advice from your doctor might answer some of
these but often you might be left with yet more questions. Let’s look at John's story.

@ Example: John's problem

John is helping his daughter move house. He injures his elbow picking up a heavy
box but it seems only minor at the time and he carries on for the rest of the
afternoon. The next morning it is very sore and he cannot do up the buttons on
his shirt. He takes the day off work and the following day, with little improvement,
he goes to see his doctor. The doctor tells him that there does not appear to be a
serious injury and advises him to rest it and take some ibuprofen. He thinks it will
settle down over the next few days. John asks about a sling but the doctor does
not think this is necessary.

John takes the rest of the week off work. He buys an elasticated bandage as he had
used one on his knee in the past. This seems to help. He tries hard not to move
his arm and finds it helps to keep it held still across his chest. He eats his food
one-handed and his wife helps him get dressed. Whenever he takes the bandage
off his elbow seems to hurt and feels very strange. He also notices his shoulder
beginning to ache. John is convinced he has done more damage than the doctor
first suspected. He is worried that he might make it worse. After two weeks he
makes another appointment to see his doctor.

The doctor examines him again and tries to reassure John. He suggests that John
should try to use his arm normally. John knows his elbow is sore and stiff and that
moving it seems to make this worse. He asks for an X-ray but the doctor disagrees.
He does, however, give John a sick note as his job involves carrying parcels and files.

Over the next few weeks John feels his arm is becoming thinner. Although the
sharp pain is less, it aches and is very stiff. He notices that he cannot straighten his
arm any more. He avoids using it as much as possible. His work colleague phones
him to ask when he will return. He can’t see how he can do his job and so stays
signed off. He feels very miserable. He worries that he will never get better and will
have to give up his job.

Eventually he returns to the doctor. This time the doctor finds that examination is
not normal. John's muscles are wasted, his arm is weak and his elbow cannot move
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normally. The doctor explains that he thinks this is not due to the original injury
but to the lack of use that happened afterwards. John finds this difficult to believe
but he is keen to try anything that might help. The doctor suggests a referral to a
physiotherapist. John has a friend who had physiotherapy for a football injury which
was very successful and so agrees to try this.

The physiotherapist shows John how to do exercises with his arm. She reassures
him that he cannot make things worse and explains how muscles and joints work.
John feels more reassured. He tries the exercises and feels things improving. After
a couple of months of exercises his arm returns to normal. He is able to return to
work and has no further problems with his elbow.

What could have helped?

What happened to John was very unfortunate but not uncommon. There was an
interaction between John's beliefs (that he might make it worse by movement), his
behaviour (elastic bandage and keeping it still) and his previous experience (what had
helped his previous knee injury) that led to his symptoms being prolonged despite
his best intentions to make his elbow better. This complicated interaction happens in
many situations. Often it is very difficult to reverse this process once it has started.

Uncertainty certainly made John's situation worse — he was not sure what was wrong,
what was best to do about it and was not sure that his doctor was making the right
decisions. This could maybe have been avoided with a much clearer explanation at the
start but the doctor did not know about John'’s beliefs and so could not predict what
would happen. Fortunately, having a friend who had benefited from physiotherapy
helped John to be more willing to try this option even though he was not really
convinced it would help.

Uncertainty can be based around three main questions:
1 The cause of the symptoms.

2 What can be done about the symptoms.

3 What will happen in the future.

Everyone develops their own sets of beliefs about symptoms and their possible cause.
Often, what people think will be influenced by their previous personal experience (such
as illnesses in the past) and also those of the people they know. It will depend on how
much you know about how your body works and what you might have read in books
and papers, on the internet or seen on TV. Doctors will often tell you what you haven't
got but sometimes are less clear on what you have got.

Most people feel uncomfortable with uncertainty and will try to seek definite answers.
Clear explanation from doctors may help with this but sometimes they cannot give us
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all the answers we need and we are left uncertain. Time often allows this uncertainty
to reduce. If your symptoms go on for a long time you tend to get used to them and
begin to know more about how they affect you: what makes them better, worse, the
things you are unable to do, to predict the nature of your attacks, etc. People learn how
different situations affect them and naturally tend to avoid things that seem to make
them worse and choose things that seem more helpful — we become our own expert
for our own symptoms.

This helps predict what might happen to someone in day-to-day life and also helps to
manage their symptoms. However, sometimes this can be less helpful than it would
first appear. If a person is ill for a long time, they can narrow down their options of
what they think and do. This may make them less likely to try alternatives which may
actually help. In some situations, through their best intentions, people might even
make the situation worse. For example, sometimes symptoms can be prolonged by
what you do even though you think you are doing things for the best.

Another common way to reduce uncertainty about illness is to see all the symptoms
as part of the same illness. This is a very natural thing to do but may stop you from
finding an explanation that allows other things to also be present. Often there
are many factors involved, and these may even overlap. The earlier sections in this
workbook have shown just how complicated these body processes can be and also
how much they can link together. Sometimes it may be easier to tackle symptoms if
you can find a way to tease them apart and change the way you view your situation.
The rehabilitation approach of this manual aims to provide ways to do this and you
can read more about how this works in the next section.

Overcoming functional neurological symptoms © Chris Williams et al (2011) 63



Your brain and body, and how these link to symptoms

SECTION 5: Medicine and other
treatments

Why medicines are used

Most of us will have tried some form of medicine to treat their symptoms at some
stage. This might be over the counter, from their GP or recommended by the hospital
specialists. This section aims to discuss the most common treatments in a little bit
more detail. It will not, however, describe individual medicines as questions on specific
medicines are best discussed with the doctor who prescribes them.

There are lots of medicines that have effects on our nervous system and they can be
loosely grouped into different types. The main groups are listed below in more detail.
The thing they all have in common is that they can affect the transmission of messages
around the nervous system. As described earlier in this workbook, messages are passed
between one nerve and the next by special chemicals or ‘neurotransmitters’. Some of
these medicines directly affect the neurotransmitters and others work by methods
that are not yet clear.

Some of their effects will overlap, so different groups of medicines may be used to
treat exactly the same symptoms. This allows doctors a choice of what to prescribe for
different people. And it may be that one person has to try a series of different types
before they find one that suits them.

More confusingly, the same medicine may be used in many different clinical situations.
Consider, for a moment, a very common medicine that most people are familiar with:
aspirin.

Aspirin has always been used to treat pain or for fever, but in recent years it has also
been prescribed to protect people after a heart attack or certain types of stroke. In the
same way, ‘anti-depressants’ can be used in many situations that are not depression
and ‘anti-epileptic’ medicines are used by many people who do not have epilepsy.
The group names can be confusing because these are based on the first things that
these drugs were used for, so anti-depressants may also be used for treatment of
pain (including the phantom limb pain you read about earlier) and for many other
neurological symptoms, and the same is true of the anti-epileptics.
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Common medicines

Benzodiazepines — such as diazepam

This group of medicines has been mainly used as relaxants, either for the muscles or
the nervous system. They can treat muscle spasm, make you feel less anxious or help
you to sleep. They can also be used for epileptic seizures.

They can be very useful in the short term but, unfortunately, if taken over a longer
time the body can become used to them and so they seem to become less effective.
Sometimes people end up using bigger and bigger doses to get the same effect. Because
of this doctors don't like to prescribe these benzodiazepines for long periods but may
suggest them for a short term or intermittent treatment. If, however, someone has
been taking them for a long time, it is important that they don’t stop them suddenly
but reduce the dose gradually with their doctor’s supervision. These medicines can
have extra side effects if mixed with alcohol, so this combination is best avoided.

Beta-blockers such as propranolol

This group of medicines was originally used to treat people with heart problems such
as angina, for protection after heart attacks and for high blood pressure. They can
also be used for people with migraine, for thyrotoxicosis (too much of the hormone
produced by the thyroid gland) and may be used when people have physical symptoms
of anxiety or panic. They have many effects all around the body but can usefully reduce
the heart rate and blood pressure.

As we have already mentioned, both these increase at times of stress and, because
you can notice your heart beating faster, this can add to the cycle. By preventing this
normal response you can break this cycle. Beta-blockers are not addictive and can be
used either regularly or just when they are needed. Certain conditions, such as asthma,
can be made worse by these medicines so it is important to only take them under
prescription from your own doctor.

Anti-depressants

There are several groups of anti-depressants and a great many different medicines
within those groups which we will not describe in detail here. As mentioned above,
while still called ‘anti-depressants’ they are often used in many other situations
that are not caused by depression. In particular they can be used for pain, especially
neuropathic pain (which is thought to come from heightened sensitivity in the nerves)
and other chronic pain, and sometimes for reducing functional neurological symptoms.
Some can also be used to reduce feelings of anxiety and panic. The way they work is
complex and may not be by the same action that they treat depression.

The two main groups you might have come across are the tricyclic anti-depressants
(such as amitriptyline or imipramine) and the SSRI (selective serotonin reuptake
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inhibitor) group (such as fluoxetine or citalopram). There are some differences between
these anti-depressants, so people may find one works better or has fewer side effects
for them than another.

In general, the tricyclic group has been found to be more effective in people with
functional neurological symptoms. Often any side effects will be more noticeable for
the first few weeks and then become less bothersome. The useful effects, however, do
the opposite as they take time to begin working (usually around two weeks) and can
take up to six weeks or more to have their best effect. This may lead people to give up
this type of treatment before it has really had time to work.

There is a lot of debate in the press about whether or not anti-depressants are addictive
and this sometimes puts some people off trying them.A few people have noticed new
symptoms that develop temporarily when stopping their anti-depressant treatment.
This is known as ‘discontinuation syndrome’. However, if they are stopped gradually
there are usually no problems with finishing treatment and these medicines are not
addictive.

Research has shown that you are three and a half times more likely to get better from
functional symptoms on anti-depressants than without them. This is true whether you
are depressed or not. There is also very good evidence that tricyclic anti-depressants are
a helpful treatment for people with chronic pain. Further detail about individual anti-
depressants and their effects and side effects is beyond the scope of this workbook, but
if you have any concerns or questions talk to your doctor.

Anti-epileptic medicine such as gabapentin

This group of medicines was initially used for the treatment of epileptic seizures
but is now also used for a variety of neurological symptoms including pain and
functional symptoms. It is not clear how these medicines work but they are often
tried for prolonged symptoms, particularly if the anti-depressant group has not been
tolerated. You don't need to stop driving just because you are taking anti-epileptic
medicines.

Painkillers

There are a number of different types of painkillers or ‘analgesics’ that can be bought
over the counter and also prescribed by doctors. Most people will find that they tend
to take the one that suits them best and treat themselves on a regular or intermittent
basis with over-the-counter painkillers. The main ones include paracetamol, aspirin and
the anti-inflammatory drugs such as ibuprofen. Sometimes there might be caffeine or
codeine added to these medicines to boost the pain-relieving effects.

There are also stronger prescription painkillers, which include opiate-based medicines
and specific treatments for migraine. Unfortunately, prolonged use of opiates may lead
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to dependency and addictions. Sometimes a combination of different types may be
used to control severe pain but in most cases it is sufficient to take just one medicine
at a time. Some pain does not respond to painkillers and can even be made worse by
people’s well-intentioned attempts to treat it. In general, painkillers may be helpful
if used for a brief period but they are not a good long-term solution. Finding other
ways of coping can often be the answer. Later we describe a problem called rebound
headache which can be caused by painkiller use.

The pros and cons of taking medicine

No medicine is without side effects at all. Often it is a balance of what best suits an
individual. If there is a noticeable improvement in symptoms some people are willing
to put up with more side effects. In general, medicines can be helpful but are usually
not the whole solution.

Practical problems taking medicine

Starting

Many patients with functional neurological symptoms find they have a heightened
sensitivity to medicines. This leads to greater side effects than would be expected in
the general population and often treatment has to be started at a lower dose than
usual. A slow increase in dose can also be helpful.

Setting a routine, and forgetting

It is sometimes very difficult to remember to take medicine on a regular basis. This is
even worse if someone is taking several different medicines or taking them a number
of times throughout the day. Everyone has had the experience of starting a course of
antibiotics and doing well at the start but as the week goes on and they improve, they
often begin to miss doses or even forget if they have taken them or not. For this very
reason, many modern drugs are designed to be taken just once a day. Unfortunately
some of the medicines we have described work best if they are given at regular intervals
throughout the day.

It is important to find a method that works for you so that you can
get the maximum benefit from your treatment.

Generally people find taking their medicine at a regular time every day helps. Sometimes
people use a reminder such as a note on their fridge door, or even a chart to tick off
when they have taken it. They may count out the day’s medicine in the morning and
put it somewhere separate to the main bottle to keep track of how many they have
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had, or even, if a lot of medicines are involved, use some form of weekly dosette box
to simplify the task. You can buy such boxes (which have daily compartments to help
you remember when to take tablets) from your local chemist.

Not following the prescription

This is a very common problem which is easy to do. Often people initially take their
medicine exactly as their doctor prescribed it and then, as they get used to both their
symptoms and their treatment, they might begin to take it differently. This might be:

@ More often than prescribed.
o In different situations than prescribed.
® The temptation to use other people’s medicines yourself.

In some cases this may be actually harmful, for example taking too much paracetamol
may cause liver damage. In others, while not dangerous, it may not add any benefit
and so will just increase the risk of side effects without any useful effect. Sometimes it
might be that the effects of the medicine have reduced and a change might be helpful.
If you find yourself wanting to take your medicine differently it is best to discuss this
with your doctor.

Analgesia-induced headache

This is a very specific problem which can occur through the use of regular painkillers.
People with frequent headaches tend to take painkillers to either treat or prevent
their headaches. Unfortunately, it seems that the use of the painkillers themselves
can actually cause more headaches and so a vicious circle of analgesia and rebound
headache can occur. It is thought that about 20 per cent of patients with chronic
headaches and most people with daily headaches have analgesic-rebound headaches.

The mechanism for this is not clear but stopping the use of painkillers for a period can
in many cases cure the headaches. These headaches can happen when the painkillers
are used frequently for a pain somewhere else in the body too. Again, if you have
worries about this you might like to ask your doctor about it.

Other treatments

Medicine is, of course, only part of the treatment for the symptoms discussed in this
workbook. Other approaches will be mentioned in later workbooks and include:

e Cognitive Behavioural Therapy (CBT).
@ Relaxation and breathing techniques.

® Pacing things so you make changes one step at a time.
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@ Graded exercise by building exercise slowly and with a plan.
@ Physiotherapy.
@ Acupuncture.

At this stage it is helpful to consider your current goal. If you think that hyperventilation
may be making your symptoms worse you might like to find out more about breathing
exercises (in Toolbox D). If you think that relaxation techniques might help you, these
can also be found in Toolbox D. Or you may just like to move on to the next workbook.

My current goal

You can get additional help and support in problem solving at
www.livinglifetothefull.com
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SECTION 17: Introduction

Workbook 1 gave a brief introduction to the Five Areas Approach and the links between
people’s symptoms, thoughts, feelings, behaviour and situation. Sometimes it might
be difficult to see how these different areas might affect your symptoms. In particular,
can changing how you think and behave actually have an effect on your feelings and
symptoms?

Symptoms happen all the time but the more aware people become of them, the more
they notice them. Most people will get headaches from time to time. Mostly these are
nothing to worry about but sometimes people can think that they might be due to a
brain tumour or an impending stroke, if they persist beyond ‘normal’. You may never
think about the tip of your little finger until you get a paper cut, then you are aware of
it all the time. And almost everyone has experienced that when a problem affects your
gums or teeth, it is impossible to keep your tongue away.

People’s experiences affect how they think about their symptoms. If a relative has
had a heart attack then you might naturally worry that twinges of chest pain may
be a heart attack too. If you know someone with multiple sclerosis (MS) then any
symptoms you have that overlap with them may make you worry you have MS.

In this workbook you will learn about:

How thoughts and symptoms affect each other.

How paying attention to symptoms or body processes alters how they feel.
How worry and stress can affect how you feel.

The impact of activity on your symptoms.

Helpful and unhelpful responses you can do.

The next sections will show how these areas link together.
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SECTION 2: How thoughts and
symptoms affect each other

The spotlight of the mind — the thought/symptom link

One of the ways that your mind can influence how you react to symptoms depends
upon the extent to which your mind is focused on them. This is described as the
spotlight of the mind. Where this spotlight is focused affects the things you are most
aware of.

Think about a time when you may been engrossed in a sport or an activity? You may
have fallen over and scuffed a knee but continued playing. After the game you suddenly
realised that you have been bleeding. It is only then that you notice the pain. In this
example, the spotlight of the mind was originally focused on the excitement of the
game. Although the knee has been injured all this time, the pain is only noticed when
the game ends.

The spotlight of the mind can have a large impact on your
symptoms.

If your focus is mainly on your symptoms, they will preoccupy your thoughts and
worsen how you feel. Paying attention to symptoms can sometimes cause them to
build up and up. Finding other things that you can become interested, occupied or
active in can be a big help in coping with long-term symptoms.
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To see if this process might affect your own experience, try the following experiment.
Choose one of your symptoms.

1 On the scale below, rate how much you notice your symptom now.

Not present The worst it's
at all ever been
0 1 2 3 4 5 6 7 8 9 10

2 Now, focus on your symptom. Consider how you feel, and if it is affecting you.
Do this for a short time and then again record how much you notice it.

Not present The worst it's
at all ever been
0 1 2 3 4 5 6 7 8 9 10

3 Ask a friend or family member to notice a time when you are engrossed in
something, for example watching your favourite soap, talking to someone or
reading a book, and then repeat the rating then.

Not present The worst it's
at all ever been
0 1 2 3 4 5 6 7 8 9 10

Review: Having done this, what impact does paying attention to your symptoms
(2), and being engrossed in other things (3) have on you?

Write your conclusions here:

You may find that that there is no impact, in which case the spotlight of the mind
may not be relevant to you.

If you found that the rating worsened at all when you paid attention to it, or
reduced at all when you were engrossed, then this is very useful information. It
means that your focus on the symptoms may play a part in how you feel. This gives
you a possible area to work on as you consider ways of moving forwards.
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Paying attention to symptoms or body processes alters
how they feel

A second aspect of the spotlight of the mind is that when you pay attention to
something it can begin to feel different/strange. To illustrate this, imagine you are
in a conversation when someone mentions head lice or nits. As you talk to them, do
you notice any difference in how your own scalp feels. You may have become itchy. If
you then scratch that area, the itching often then spreads around your scalp. You may
notice that other parts of your body also start to feel itchy and uncomfortable.

To find out whether this same process does affect you, try the following experiments.

Experiment 1: At rest, pay attention to your breathing for several minutes. Think
in detail about the whole process of breathing — especially how much you breathe
in and out. Think about how this process seems to work.

Experiment 2: As you walk around, start thinking about how you walk. For example,
which joints are moving and how the muscles are working. Think about how you
keep balanced and stable as you do this.

Write what you notice here:

@ Does paying attention to your body alter how it feels? Yes [ No []
@ If Yes: does it feel normal or begin to feel abnormal/odd in any way?
Normal ]  Abnormal/odd [

Sometimes paying attention to quite normal everyday bodily
functions makes them seem a little odd or different from usual.

-

How people view things — the thought—feeling link
Have you ever watched an Olympic boat race or any similar sporting event where

there are two fiercely competitive teams? In this race there are two super-fit crews.
Each crew puts all their efforts into propelling their boat to victory. Imagine it is one
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of those years where the boats are neck and neck as they approach the finishing line.
As they cross it, one boat just inches ahead and wins. As the cameras focus in on the
winning team they are jubilant.

In contrast, the losing crew looks very different. They are silent and dejected, breathing
heavily and slumped into their boat. They feel the agony in their arms and legs caused
by their exertions. Yet, if it was suddenly announced that the first boat was being
disqualified, there would be a rapid change in people in the second boat. They would
be thrilled. Their focus on their tired bodies would quickly disappear.

This short description illustrates an important point. How you interpret things can
have a marked impact on how you feel. The difference can be dramatic, as shown
above. Although this is an extreme example, there is something useful to be learned.
In times of illness, people are sometimes very aware of symptoms such as pain, or
tiredness or sickness. How you interpret and make sense of these will affect how you
feel. It will affect whether you feel calm and peaceful or depressed, angry, worried or
ground down.

This connection between feelings and thoughts can also link to how
you experience your symptoms.
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SECTION 3: Worry, stress and
symptoms

Worries and stress about symptoms can strongly affect how people feel. Sometimes
you can focus on illness and mistake everyday symptoms as being caused by serious
illness. For example, someone like Patrick (see p. 83) who has heart disease may focus
on normal variations in his heart rate. He becomes scared of doing things that raise
his heart rate just in case it is dangerous. These fears prevent him going out for walks
as recommended by his doctor. It raises the possibility that people can sometimes
be overly protective of themselves. To make a decision about the right balance of
activity you need to seek clear advice from doctors and healthcare practitioners that
is based on their professional assessment of your current symptoms. Problems arise
when people either ignore this and overdo things, or become overly aware of illness
and avoid doing anything at all.

How does this situation arise?

Have you changed where you live recently or do you know of anyone who has? Think
about that experience. As someone looks to buy or rent a flat or house, they suddenly
begin to notice that there are a lot of houses advertised wherever they go. Similarly
when someone changes their car they find that everyone is now driving the same
model! The key point here is that you become very aware of things that are relevent to
you at the time. This also applies to symptoms and health-related information. When
people are worried about symptoms and their consequences, they tend to watch out
for information that is relevant to them. This especially applies to anything that might
be threatening or scary.

For example, if you have rheumatoid arthritis, you are more likely to pay attention
to newspaper or television reports about new treatments of this disease. The same
principle applies to how you scan and pay attention to symptoms that seem particularly
threatening.

These responses occur in everyone. For example:

@ large screening programmes by occupational health departments often pick up
possible problems such as high blood pressure (hypertension) or abnormal ECG
(electrocardiogram) heart tracing results. Those people are then referred on for a
specialist assessment ‘just to be sure’. Most of those people are then given a clean
bill of health. Despite this, some of these people will have concerns about their
heart that they didn’t have before. The health ‘scare’ has upset them. Even though
they are not ill, they feel worse than before.
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® Medical students often visit the doctor with health concerns about the area of
health that they are studying at the time. For example, they are more prone to
present with bowel symptoms shortly after learning about all the different diseases
that affect the bowel.

The two examples show how common health anxieties are. These health fears usually
fall away quite quickly over a period of weeks or months but sometimes they persist.
This is called health anxiety.

Health anxiety

In health anxiety, worrying thoughts are focused upon fears about health. A person will
feel ill, and believe that they have a potentially dangerous disease. Because what you
think affects how you feel emotionally and physically, you feel anxious and notice a
number of the physical symptoms of anxiety. Because what you believe also affects
what you do, you understandably go to see the doctor.

These reactions are all very similar to a normal response to illness. The key difference
here is that there is either no disease present, or the extent of disease cannot explain
why the person feels so ill. In spite of normal physical investigations and tests, they
may not be reassured. Reassurance in fact just makes things worse. They go again and
again to the doctor and are often referred on to other healthcare practitioners for
further reassurance. Throughout this the person continues to feel ill.

e reksion

After a mild heart attack, Patrick becomes convinced that his heart is not working
properly. As a result he constantly feels anxious and is preoccupied with his illness.
He feels physically tense and cannot sleep. He is overly aware of any sensations of
tension in his chest, and of his heart rate. He keeps checking his pulse rate using a
stopwatch. Every time he notices his heart speeding up he is even more convinced
that he is seriously ill in spite of ‘all-clear’ investigations by his specialist.

Patrick is now repeatedly arranging to see his general practitioner (GP) and asking
for more tests. He has stopped any activities that he fears may bring on a heart
attack, such as doing exercise. This has led to arguments with his wife that have
further added to his problems. Exercise has been recommended as part of his
rehabilitation programme and should be perfectly safe.

Both Naz in Workbook 2 and Patrick in this example developed excessive worry and
stress, which added to their current difficulties.
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SECTION 4: Symptoms and your
behaviour/activity levels

The impact of activity on your symptoms

Although it can sometimes seem that ‘Nothing | do makes any difference’, this may
not be the case. How you feel can be affected by all sorts of different things you do
throughout the day. These changes may seem so subtle that at first you are not even
aware of them. To find out what life factors affect how you feel, you might like to try
this experiment.

Create a diary for one day using the blank ones in the Toolbox on pages 211 to
214. Every hour record what you are doing and the severity of your symptoms on
a regular basis. Use this to find out what factors might have a similar impact in
your own life.

The diary records:
The time of day

What you are doing. This might include things like lying in bed listening to the radio;
washing the dishes; talking to the boss; sitting in the chair; talking to someone on
the phone, having a bath, etc.

Also, record the intensity of your main symptom. You may have a number of
different symptoms. Choose to monitor just one main symptom (e.g. tingling,
weakness, breathlessness, pain, tiredness, stiffness) and record the intensity of this
key symptom at this time. Use a scale where O means not present at all, and 10
means the worst it has ever been. A score of 5/10 records a moderately severe level.

It’s important to only complete the diary for an average day, it can be unhelpful to
focus on symptoms in this way over a longer period of time.

(O I—
-

Patrick is noticing chest pain throughout the day. He records his symptoms of
chest pain on an hourly basis. He uses a watch with an hourly bleep on it as a
reminder to fill in the diary. The following is part of his diary where he records his
symptoms of chest pain.
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Time | What am | doing at the moment? Intensity of the main symptom (o-10)

9am | Getting up and having a shower | 0/10
10 am | Opening the gas bill, which is /10
higher than expected
77 am | Talking to personnel on the 9/10
WMMMVWWfOWk
12 pm | Talking to my wife about ouwr 3/10.
holiday plans for next year
7 pm Gﬁbgtomwdoﬂwmw 5/10&9/07/@01)@%#0%%

investigations. Résing to 7/10 as we talked about
the results and she took my blood

pressure

2 pm | Listerning to the match on the 2/10. It was aﬁow( match. We won!
radio

3pm | Got nwnékw&thww'e z/mtoymrfwbthmem&ﬂﬁtoé/m
me/ % menékedﬁwterm[]%f
comfortable with.

You can see from his diary that Patrick has discovered something important. His
chest pain is not unchanging throughout the day. Instead he feels better when he is
taking a shower, talking to his wife about nice things such as holidays, and engrossed
in following his favourite team. In contrast, it worsens when he is talking about the
symptoms to his doctor, dealing with stressful events such as the gas bill and talking
to personnel, and when he walks faster than he feels comfortable with.

Patrick notices:
@ Learning to relax and planning in times to wind down may help the pain.
@ Anxiety may worsen the symptoms.

@ Physical exercise may worsen the symptoms. For example, angina may cause chest
pain when he exercises. Specific investigations and advice from his doctor would be
needed to find out if this is the case.

The diary therefore provides Patrick with some clear ideas that he can try out. For
example, he could build in some time to relax each day during a bath or shower. He
could also learn ways to challenge his worries that arise when he thinks about bills and
returning to work. He should arrange to see his doctor to see if his chest pain is caused
by a physical problem such as angina. In the meantime he should continue to walk at
a pace he can cope with and not stop exercising completely.
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More on the behaviour/symptom link

Excessive awareness/checking for illness

You have already discovered that becoming overly aware of specific physical symptoms
can bring them into the spotlight of the mind. When people notice symptoms, they
also try to monitor them. This is especially true of symptoms that you are scared of.
So, for example, if you find a lump, you may keep touching it or checking its size in
case it gets larger. However, this checking can also create symptoms if it is excessive.

Examine your own forearm and see if you can find a lumpy piece of muscle. Tap
this gently with your hand for a minute. Now compare that area with the same
area on the other arm.

@ Does the lump feel the same as before? Yes [] No [
@ Has it altered in size? Yes [] No [
@ Does it feel the same as your other arm? Yes [] No [

What is the worst-case scenario that could explain a lump that
has increased in size/feels hotter/more painful, etc.?

After touching it repeatedly, it is likely that the ‘lump’ now feels
bigger, more tender, and may be more sensitive. The same impact
would occur if you repeatedly checked any lump over a number of
days or weeks. Checking can make you more aware of the symptom,
and actually worsens it.
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@ Experiment 2

Sometimes people become concerned that they have a problem with their throat.
It is quite understandable to therefore check how your throat looks and to be
especially aware of any sensations there. You might do this by looking into the
mirror and saying ‘Aaah’. You may also check your throat by swallowing. Let's try
an experiment. What happens if you swallow again and again? Take four large
swallows one after another to find out.

@ Does your swallowing seem easy? Does it become difficult swallowing? Write
what you notice here:

@ What is the worst possible explanation that can explain these symptoms —
e.g. that swallowing is becoming difficult?

Of course, sometimes lumps are caused by cancer, and all sorts of throat problems can
occur. However, sometimes paying extra attention to an area of the body can start to
create or worsen symptoms.

Although you need to keep an eye on your body, for example by regular self-
examination of your breasts or testicles, it is the extent of this checking that can
become inappropriate. Constantly checking your body not only focuses unhelpfully
on symptoms, but in fact the checking itself can begin to create or worsen symptoms.

Checking behaviour can include a wide range of things such as measuring your
temperature or blood pressure again and again. The problem isn’t doing this just once
or twice. It is the excessive focus on the checking that becomes part of the problem. It
doesn't reassure you, and indeed reinforces any underlying health fears.

Q Sometimes checking behaviour can worsen how you feel.

Write down any excessive checking behaviour here:
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Reassurance seeking from others again and again

At one extreme a person may choose not to talk at all about how ill they feel. Keeping
problems to yourself may be because you believe ‘it is a sign of weakness to be ill
or to be seen as not coping’. At the other extreme, another person may recurrently
seek support and excessive reassurance again and again from others. This is again a
good example of an action that in moderation can be helpful, but which can become
unhelpful when taken to excess. The result is a feeling of dependency on others and a
further loss of confidence in yourself.

c The more reassurance a person gets, the more they seek it.

Excessive self-medication

When you are ill, you are often prescribed medication to treat the disorder. It can be
tempting sometimes to take an extra dose of tablet if you feel worse at a particular
time. This raises the possibility of taking too high a dose. The danger is of serious side
effects. For example, some medications prescribed for pain can lead to kidney or liver
problems if taken for too long or at too high a dose. Tablets should always therefore be
taken as indicated on the prescription and the dose reviewed with your doctor from
time to time.

Pushing others away or becoming angry about your symptoms

Another natural but unhelpful reaction is resolving feelings by turning against those
around you. People may become angry, gossipy and undermine others by spreading
rumours or become bitter and critical. This particularly can occur towards those who
are easy targets and less likely to hit back, such as close relatives, your practitioners
and friends. Sometimes this behaviour is a form of testing out the love, friendship and
support of others. The consequence may be isolation, rejection and loneliness.

Quickly stopping doing activities because of sudden feelings of anxiety or
increased symptoms

You can suddenly feel worse for a number of reasons. Sometimes you may have sudden
fears that what you are doing will worsen how you feel physically. In Naz's case (see
Workbook 2), he has sudden rushes of fear that he will have a stroke. This is where
clear medical advice can be really helpful. Anxious fears are often very catastrophic
and unrealistic. In Naz's case, these fears are exactly that. He will not bring on a stroke
by playing football, but whenever he stops what he is doing and sits down to rest this
just confirms to him his belief that it is only by stopping all activity that he is avoiding
a stroke.
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Filling every moment of your time

Sometimes people unwisely try to fill every part of the day to avoid noticing how
ill they feel. This may involve deliberately staying up late watching films, or sleeping
in during the day to avoid seeing others. It also could include spending hours on
computer games or watching television. Other common activities are listening to
music, chatting/surfing on the internet or texting others all the time. This is not to say
that such activities are all unhelpful — more about why and how much they are done.
Doing these things because they can help avoid life is a very different motivation than
doing them because they are fun.

Posture, aids and mobility

When long-term symptoms occur, there is a risk of physical disability. This may have
many causes, including the physical disease process and symptoms themselves (for
example arthritis or muscular problems such as after a stroke). Long-term reduced
activity also can play a part. This leads to muscle weakness and possibly even
contractures of underused muscles and joints. Another important factor is that when
people have problems such as pain, they alter their posture to attempt to ‘protect’
painful joints or muscles. There are clear and understandable reasons for this. However,
sometimes this attempt to improve things can backfire.

) Mirror task

@ Look at yourself in a full-length mirror. Think about your own posture. Are
you holding your own muscles in a very tense way? How balanced and at
ease do you seem? If you are, you may be making yourself more prone to
muscle strains. This can create or worsen pain symptoms by creating excessive
pressures on your back, arms and legs. Similarly, walking with a stick or using
a wheelchair can sometimes add to difficulties.

If possible, plan to gradually reduce your use of such aids unless advised otherwise
by your healthcare practitioner. Specialist advice is essential here so that if you need
any aids, they are the correct ones for you, you know how best to use them and your
use of them is reviewed by a healthcare practitioner such as your GP or occupational
therapist.

c What can seem helpful in the short term, can become unhelpful in
the longer term.

A second problem is that these actions also teach an unhelpful lesson — that it is only by
checking /avoiding or leaving the situation, etc. that you managed to cope. In the longer
term, this behaviour therefore backfires and adds to your problems.
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SECTION 5: Helpful and unhelpful
behaviours

Helpful and unhelpful behaviours

When people experience symptoms, it is normal to try to do things to feel better. This
altered behaviour may be helpful or unhelpful. The purpose is to help you feel safer/
better — at least in the short term.

Helpful activities may include things you do alone, and things you do with others:
@ Talking and receiving support from friends or relatives.

@ Reading or using self-help materials so that you and those around you can find out
more about the causes and treatment of the problems.

@ Maintaining activities that aren’t solitary and provide pleasure or support such as
meeting friends, attending a class, and attending religious activities.

@ Challenging anxious worrying thoughts by stopping, thinking and reflecting rather
than accepting them as true.

@ Going to see your doctor or healthcare practitioner.

You should aim to try to maximise the number of helpful activities you do as part of
your recovery plan. Planning these helpful activities can boost how you feel.

Improve how | feel Helpful behaviour
Prevent or reduce /
problems

The circle of helpful behaviour.
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Checklist: Identifying the circle of helpful behaviour

Am [:

Being good to myself, e.g. eating regularly and healthily — taking time to enjoy the U
food?

Keeping as active as | can, e.g. doing exercise/going for walks/swimming/going to U
agym?

Stopping, thinking and reflecting on things rather than jumping to conclusions — U

letting upsetting thoughts ‘be’ rather than constantly mulling them over?

Pacing myself — and letting others know | am doing this, e.g. telling relatives | am O
planning to do less, or discussing my needs with occupational health at work. The
consequence is others may need to do more and this requires communication to
explain why?

Seeing a healthcare practitioner for advice and viewing recovery as an active and O
joint collaboration. Being honest with them about progress, or when | feel stuck?
Socialising at a level | can cope with —whether that means by telephone, email or l
going out?

Seeking support from others, e.g. sharing concerns appropriately with trusted O

friends and family?

Keeping as active as possible when facing situations such as problems with pain. l
Walking with as much of a relaxed and normal stance as possible?

O

Using effective coping responses such as relaxation techniques to deal with
feelings of tension?

Doing things for fun or pleasure, e.g. hobbies, listening to music?

Doing planned activities at a pace | can cope with?

Taking my prescribed medication regularly and as advised?

O|o|g|g

Using my sense of humour to cope?

@ Am | doing any other helpful behaviours?

Having completed these questions try to build these helpful responses into your life.

Sometimes you can think that something you are doing is helpful
but in the longer term it can become part of the problem.
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Unhelpful behaviours

At times, you try to improve how you feel. Unfortunately, you may use a number of
unhelpful behaviours such as becoming very dependent on others or pushing people
away. These actions backfire and create further problems. This can include immediate
or longer-term problems, or affect important relationships. These actions therefore
act to keep the difficulties going and become part of the problem. A vicious circle of
unhelpful behaviour may result.

Symptoms or

stress and
worry
\ Unhelpful behaviour,
Worsen how | e.g. becoming very
feel. Increase symptoms dependent, checking symptoms
J over and over again
Create or worsen 4/
problem

\_

The vicious circle of unhelpful behaviour.

Now take a look at the following list and tick any activity you have found yourself
doing in the past few weeks. A wide range of different unhelpful behaviours have been
summarised here to help you to think about changes that could be happening in your
own life.

Checklist: Identifying the vicious circle of unhelpful behaviour
Am [:

O

Throwing myself into doing things so there are no opportunities to stop, think and
reflect?

Looking to others to make decisions or sort out problems for me?

Being overly aware and excessive checking for symptoms of ill health?

Becoming very demanding or excessively seeking reassurance from others?

oo|ioio

Excessively changing the way | sit or walk to reduce symptoms of physical
discomfort? The altered posture then creates or worsens the physical problem.

O

Pushing others away and being verbally or physically threatening/rude to them?
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Taking part in risk-taking actions, for example crossing the road without looking, or 0
gambling using money | don’t really have?

Eating too much to block how | feel (‘comfort eating’), or over-eating so much 0
that this becomes a ‘binge’?

Compulsively checking, cleaning, or doing things a set number of times or in 0
exactly the ‘correct’ order so as to make things ‘right’?

Trying to spend my way out of how | feel by going shopping ('retail therapy’)? 0
Carrying out mental rituals such as counting or deliberately thinking ‘good’ |
thoughts/saying prayers to make things feel ‘right'?

Deliberately harming myself in an attempt to block how | feel? O
Misusing drink/illegal drugs or prescribed medication to block how I feel in general |

or improve how | sleep, etc?

If you notice such behaviours it can be useful to:
® Plan to slowly reduce any unhelpful behaviours
@ While at the same time planning to boost your helpful behaviours

To find out more about how to build helpful behaviours and reduce unhelpful behaviours
see Workbooks 3 and 4.

The reactions of others

Sometimes people around you may offer ‘helpful advice’ all the time and want to do
everything for you. There can be many reasons for this. Often the cause is concern,
friendship and love for you. Sometimes it may be the result of anxiety, or occasionally
guilt. Whatever the cause, when others offer too much help and want to do everything
for you, their actions can backfire in several ways.

\
c When trying to cope with symptoms it is important to continue to
do as many things as you are able within the confines of how you

feel. If others take responsibility for doing everything for you, the
danger is that you become less active than you could be.

-

If this situation seems to be developing for you, Toolbox E may be helpful for those
around you to read.
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How it all fits together

Let's have another look at Naz and Kate's examples from Workbook 2. How would
these fit into the Five Areas Approach?

Life situation, relationships and practical problems

Living on my own. Work stress and deadlines. Dad had a stroke. Lots of supportive friends

Symptoms
Headaches,
jelly legs,
tingling,
collapse
A

Feelings Thinking
Guilty, I’'m going to have
embarrassed P a stroke, I'm not
not feeling - a good son, I'm
good about letting people
myself down

Staying indoors, not
playing football, bought
blood pressure monitor,
not helping my parents

[
L

Naz’s Five Areas assessment (from Workbook 2, page 34).
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Life situation, relationships, practical problems

Working mother of three children.
Understanding work colleagues.
Unsympathetic sister

Symptoms
Fits. Dizziness, hands
tingling, speech problems.
Stomach acid. Feeling cut off
from rest of world

A
. Thinking
Feelings People think I'm faking.
Worried. P = There's something
Frustrated and < g seriously wrong,
annoyed. something dreadful might
Fed-up happen
Y

Behaviour
Stopped swimming.
Avoiding certain
foods/alcohol.
Working less.
Doing less around
the house

Kate's Five Areas assessment (from Workbook 2, page 35).

As you have just read, making changes in one area can affect the others. Looking at
their situations in a different way allows Naz and Kate the opportunity to put this into
practice. This is explored in more detail in the later workbooks.

What keeps your symptoms going?
Research has shown that there are many common factors which tend to keep
symptoms going no matter how they first started.

Throughout these workbooks you'll come back to these factors again and again. Below
we describe the most common ones and where you can find out more about them.
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Illness behaviour

The normal things that people do when unwell can become excessive and unhelpful
if the symptoms carry on for a long time. For example: checking seeking excessive
information or reassurance seeking, avoidance and repeatedly seeing your doctor.

Symptom focus

When you focus your attention on your symptoms they tend to stay in the front of
your mind. This attention may be increased:

® By checking.

@ By continuing to look for answers or reassurance about your symptoms.
@ When you are feeling less optimistic or hopeful.

® When you are tired or feeling ill.

It is often decreased by focusing and engaging in the things you want to do.

Symptom meaning

The exact same symptoms can suggest different things to different people depending
on what they believe they mean. For example, you may believe that your symptoms
are evidence of something much worse than your doctors have told you or you may
misread which part of your body is causing your symptoms.

The ways of keeping fears and concerns in perspective are described later in Workbook
5.

Worries about symptoms

Worry or fear of worsening your situation leads to avoidance or reduced activity. These
can be worries about causing further damage, worsening pain or having a setback.
Worries that something has been missed or that you may have been given a wrong
diagnosis can lead to increased symptom focus.

What can cause more symptoms?

Becoming unfit through lack of exercise and reduced activity can worsen your
symptoms. Worries can also make your body’s stress system cause more symptoms.
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SECTION 6: Summary

In this workbook you have discovered:

How thoughts and symptoms affect each other.

How paying attention to symptoms or body processes alters how they feel.
How worry and stress can affect how you feel.

The impact of activity on your symptoms.

Helpful and unhelpful responses you can do.

Putting what you have learned into practice

Having completed this workbook you should now have a clearer idea of the impact
your symptoms are having in all five areas of your life. From your assessment in
Workbook 1 you will have identified various target areas to work on. Most people
find it easier to start experimenting with their behaviours and this is what you will
look at in more detail in the next workbook before turning your attention to thinking.
If, however, you feel that you would prefer to start by looking at your thinking then
you could move on to Workbook 5. The majority of people find that they notice more
improvement when then have worked through both Workbooks 4 and 5 and start
putting it all together. To keep you on track it is useful to identify your current goal for
your next step. For example, at this stage you may be making a plan to tackle unhelpful
behaviours and so using the Toolbox to fill out a diary, or you may be planning to work
through Workbook 4.

\

Q The workbooks are best used one at a time to learn the techniques.
Try not to be tempted to do two at once. By the time you have
worked through the whole book it will all fit together. Discuss this
with your healthcare practitioner if you are stuck or unsure what
to do.

-

My current goal
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You can get additional help and support in problem solving at
www.livinglifetothefull.com
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Behaviours

SECTION 17: Introduction

Symptoms can often affect your activity levels and restrict what you can do in your life.
They can also lead you to avoid, or stop doing, things you used to do. This workbook
looks at some practical ways of changing the things you do (your activity levels and
behaviours). Although this may seem difficult, the feedback we have had suggests that
this workbook can be a very effective way of helping you feel better.

In this workbook you will:

@ Read about examples of people who have found their behaviours have changed
in one way or another because of their symptoms.
- David and Kate, who plan a way of increasing their activity levels in order
to build activities that they value and actually want to do.
- Jane, who plans ways to overcome her avoidance.
- Naz, who finds a way to challenge his worries about worsening his
symptoms.
® Learn to identify your own vicious circles of reduced activity or avoidance.
® Learn how you can make your own plans for change.
@ Plan some next steps to keep positive changes going.

In the past you may have tried all sorts of attempts to change, but unless you have a
clear plan and stick to it, change can be difficult. Planning and selecting which changes
to try to make first is a crucial part of successfully moving forwards. By choosing which
areas to start with, this also means that you are actively choosing at first not to focus
on other areas.

\

Setting targets will help you to focus on how to make the changes
needed to get better. To do this you will need:

* Short-term targets: thinking about changes you can make today,
tomorrow and the next week.

« Medium-term targets: changes to be put in place over the next few
weeks.

+ Long-term targets: where you want to be in six months or a year.

-

The impact of symptoms on your life

The experience of illness affects everyone in unique ways. However, there are three
common things which can happen as a result of symptoms:
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® A vicious circle of reduced activity: When you struggle with symptoms, they often
prevent you from doing other things in your life that you enjoy. The result is that
important things can become squeezed out.You focus instead on your basic activities
such as getting better, looking after children, chores. In other words, the things you
feel you must prioritise. This can mean that you are prevented from doing things
that previously gave you a sense of pleasure or achievement. For example, you may
have stopped going out, meeting up with friends or doing hobbies. By emptying
your life of these things you can feel worse as a result.

The good news is that this can be a helpful target area. We will describe how to make
such changes in a planned, step-by-step way later in this workbook.

Symptoms
Worsen how | feel Reduced total activity
Reduced activity of things
that lead to fun,
pleasure and achievement

The vicious circle of reduced activity.

@ A vicious circle of unhelpful behaviours: Symptoms can be both distressing and
challenging. How you respond to them can include both helpful and unhelpful
reactions. Some unhelpful responses can be obvious, for example taking medication
in far higher doses than recommended. Some may be less obvious but still end up
backfiring and adding to your problems, such as looking to others to assist you all
the time, or becoming irritable or angry and pushing others away. You will find out
about this later in this workbook and also about building on helpful responses as
well as how to reduce the unhelpful ones.

102 Overcoming functional neurological symptoms © Chris Williams et al (2011)



Behaviours

Symptoms or stress

and worry
\ Unhelpful behaviour, for
Worsen how | feel. example becoming very
Increase symptoms dependent, checking symptoms
) over and over again

-

Create or worsen problem

\_

The vicious circle of unhelpful behaviour.

@ Avicious circle of avoidance. We will look at this more closely later in this workbook.

Overcoming functional neurological symptoms © Chris Williams et al (2011) 103



Behaviours

SECTION 2: Focus on reduced activity

When people have a change in their health, it is normal to find it difficult to do things.
This is because:

@ A change in your physical abilities happens as a direct result of the symptoms
themselves. For example, a problem with pain or weakness in your leg or back may
make it difficult to get out or do many enjoyable activities such as sport or walking.
Sometimes even everyday activities such as putting on socks or going to the toilet
can become major tasks.

® You have low energy and tiredness, which also make it hard to do things you may
have enjoyed.

@ Worries that you might make your symptoms worse. This is especially the case when
pain is one of the symptoms and you may worry that using a painful arm or leg may
cause physical damage. Overly reduced activity can lead to increased short-term
benefits; however, in the longer term this can result in stiffening of muscles and
joints and worsened pain. Instead, slow, steady ways of maintaining and increasing
activity can help improve mobility and reduce pain and stiffness.

® When you feel ill a natural response is to rest to allow recovery. Resting can be
sometimes helpful, for example to allow acute inflammation to settle. However,
there may be some unintended consequences.

@ Example: Muscle bulk and activity

Unused muscles suffer from a reduction in muscle bulk and they weaken. Research
studies with astronauts on the space programme found that they had to carry
out regular exercises to use their muscles to prevent muscle wastage while in zero
gravity. The same principle applies if you are using your muscles much less often
in everyday tasks. Unless you deliberately exercise/use them then muscle wastage
will occur.

Rest can also worsen muscle and joint pain — when you rest excessively you tend
to stiffen up. This is especially true when staying in one posture such as lying down,
sitting in a chair or propping yourself up with multiple pillows for an extended time.
Then, when you use the muscles/joints they feel stiff and painful as a result. This is why
physiotherapists and doctors advise people to try to maintain activity levels as much
as possible.

104 Overcoming functional neurological symptoms © Chris Williams et al (2011)



Behaviours

However, your own thoughts may interfere with whether or not you take this advice.
For example:

@ Low motivation and reduced enthusiasm to do things ('l just can’t be bothered’).

@ Frustration and little sense of enjoyment or achievement when things are done
(‘There’s no point because | can't do it properly’).

A vicious circle of reduced activity may result.

@ Example: David's story

David is recently retired and has developed pain and weakness in both his legs and
now finds it difficult walking far from the house. He also feels fatigued. David was
very active before this happened. He really enjoyed going for walks with his wife
Anne. He has always been fit and enjoyed sports. He and Anne are no longer able
to go for walks together and he is feeling frustrated that he is stuck in the house.

Currently David can walk as far as the car. Anne often drives him to the many
hospital appointments he attends. Frustratingly they cannot go shopping. This is
something he used to enjoy. He remembers that they would spend a long time
chatting to friends as they went from shop to shop. He now finds that for much of
the day he sits in his chair watching TV.

Over the months David has found that his legs feel weaker the more he rests. He
feels frustrated and angry and is becoming dispirited by the whole situation. He
has previously looked down on people who watched daytime TV and is not at all
happy that ‘things have come to this'.
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Symptoms
Weakness and painful muscle
spasms in both my legs.
Difficulty walking.
Fatigue and no energy, feel
frustrated and miserable

Worsen how | feel: consequence of
removing these things from life
Life just feels emptier and emptier —
stuck in the house.
Becoming dispirited/feeling frustrated.
Consequence of reduced activity
My legs feel weaker the more | rest

Reduced total activity
A great reduction in many of
life's activities.
Sitting in the chair all day

Reduced activity of things
that lead to fun, pleasure
and achievement
I've had to stop gardening and golf.
I don't go for walks with Anne.

I don't go out shopping, etc.

I no longer meet up with my
friends when out

David’s vicious circle of reduced activity.

David’s first task is to decide whether he has problems of reduced activity that are
making him feel worse. He completes a checklist and identifies three areas of reduced
activity.

Checklist: David identifies his reduced activity

Reduced or stopped activity or behaviour Tick here if you have noticed this
Noticing symptoms resulting from reduced v
activity — such as worsened stiffness/pain, 7 W up when [don’tjef//vp but

restricted joint movement or slowly worsening N
my weakness makes it difficult

weakness of under-used muscles

Going out/meeting friends v

ZW%WWWWMW
friends
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Reduced or stopped activity or behaviour Tick here if you have noticed this

Neglecting food — eating less or tending to eat more | %
‘junk’ food, or food that takes little preparation

Stopping/reducing doing hobbies/interests such | v*

as reading or other things you previously enjoyed | 7 4, WW do t/beﬂa/de%
or did to relax

‘Letting things go’ around the house v
Anne often has to ask me to do odd
Jjobs that I used to do

Not answering the phone or the door when x

people visit

Not opening or replying to letters/bills x

Other (write in)

On answering the following questions David determines that he is experiencing a
vicious circle of reduced activity.

@ 1. Have | stopped doing things | used to enjoy as a result of how | feel?

Yes v\ No [

@ 2. Has the reduced activity:

@ Removed things from life that previously gave me a sense of pleasure/achievement?
Yesv' No [

® Or worsened how | feel physically?

Yes v\ No [

@ 3. Overall, has this worsened how | feel?

Yes v\ No [

@ Task: Self-review

Think about your own life — there may be areas of reduced activity you have
noticed. Complete the checklist now to identify any areas of reduced activities
that apply to you.

Checklist: Reduced or stopped activity or behaviour
Am [:

Going out/meeting friends less than before? 0
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Noticing physical consequences of reduced activity — such as worsened stiffness/pain, | [
restricted joint movement or slowly worsening weakness of under-used muscles?

Neglecting food — eating less or tending to eat more ‘junk’ food, or food that takes ]
little preparation?

Stopping/reducing doing hobbies/interests such as reading or other things | previously | [
enjoyed or did to relax?

‘Letting things go’ around the house? ]
Not answering the phone or the door when people visit? 0
Not opening or replying to letters/bills? ]

Other (write in)

@ 1. Have | stopped doing things | used to enjoy as a result of how | feel?

Yes[] Nol[]

@ 2. Has the reduced activity

® Removed things from life that previously gave me a sense of pleasure/achievement?
Yes[] No[]

@ Or worsened how | feel physically?

Yes[] No[]

@ 3. Overall, has this worsened how | feel?

Yes[] No[]

Choice point

o If you have answered Yes to at least two of Questions 1-3 then you are
experiencing the vicious circle of reduced activity. We suggest you concentrate on
the examples of reduced activity in this workbook.

o If you haven't answered Yes to these questions it is unlikely that the vicious
circle of reduced activity applies to you. You may find the examples of avoidance in
Section 2 of this workbook more relevant to you.

Lack of energy and feeling tired

If fatigue is a problem for you then there are some common myths
to bear in mind.
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Myth 1: 1 need to store up my energy for big events

Some people believe that they must store up energy in preparation for demanding
situations. If they have a big day coming up such as a family wedding or other event
then they rest and do as little as possible for a long period of time before the event.
They anticipate that the event will take a lot out of them and so rest beforehand as a
precaution. Although this would seem like a logical strategy, this is not how your body
most effectively stores and uses energy, and overlay resting will weaken muscles and
stop you being active.

Myth 2: Activity runs down my inner resources

Some people are concerned that any activity will make fatigue problems worse. They
therefore avoid activity, which in the long term actually has the opposite effect of
worsening the problem. Inactivity reduces muscle strength and condition and reduces
physical fitness. A study of ‘healthy’ students who were paid to go to bed for several
months found that they lost up to 10 per cent of their muscle bulk in the first week
of remaining in bed and this deterioration continued. The research also showed that
dizziness when standing up, difficulty concentrating/forgetfulness and low mood were
common side effects of prolonged bed rest. In addition, change to sudden increase of
activity can lead to joint and muscle pain/pulls, etc. However, activity levels can be
slowly increased in a planned way.

If you didn’t read about how your muscles and joints work together
in Workbook 2, it might be helpful to do this now.

A final common area that needs to be considered is if you are someone who drives/
forces themselves to do things — in short, you overdo things.

Overdoing it

Sometimes it can be really tempting to try to return to what you did before feeling ill
too quickly. But if you increase your activity too drastically this can have a big impact
on your symptoms and on how motivated you feel.

Activity level

Time

The boom or bust cycle.

Overcoming functional neurological symptoms © Chris Williams et al (2011) 109



Behaviours

For example, if you feel good one day, do you then tend to try to accomplish many
outstanding tasks, leaving you exhausted or with worse symptoms for several
subsequent days? Or on a ‘good day’ do you give in to the temptation to be as ‘normal’
as possible and do as much as you feel you used to? This can also happen when you
have a good week and feel almost back to your usual self. Temporarily this may make
you feel great but can often lead to a setback. This is known as ‘boom or bust’ and is
quite common, both when you feel at your worst but also when you are recovering.

It can be very frustrating and often seem like one step forwards and two steps back.
Sometimes people end up in this cycle because they feel guilty about what those
around them have to do for them. In fact, others may expect you to try to do as much
as you can when you seem able.

If this applies to you, the most crucial part of the early stage of recovery is to stabilise
your activity. One way to start to do this is to record your activity over a week or two
using an activity diary (see Toolbox, pp. 211 to 214). It is usually helpful to begin
with to establish a baseline record of your activities. Often it is easier to do this as
you go along rather than trying to remember at the end of the day. It will give you an
idea of exactly how active you are at present and also if you are in a ‘boom or bust’
cycle. Some people are surprised to find patterns emerging of what they do and how
it makes them feel.

@ Example: Recording Caroline’s activity

Caroline finds that she can iron for 45 minutes on a good day without stopping.
However, on a bad day she can barely manage five minutes. This is summarised
below.

Monday | Tuesday | Wednesday | Thursday | Friday | Saturday | Sunday | Total

Time |10min |5min 45 min 5min o min | omin omin |60 min
spent

Once you have an idea of your current activity levels you can then use the steps to
build on this to overcome your reduced activity or pace yourself. For lots of people this
will mean that at first you might actually reduce what you are currently doing. This can
feel very unnatural at first. For example, some days you may be able to do all of the
washing and most of the ironing. Other days you may find it really hard to get up and
do any laundry at all. A better situation would be to be able to do some every day. In
this way the ‘boom or bust’ pattern can be broken. This planned, step-by-step way of
changing your behaviour is known as ‘pacing’.
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Using the pacing approach

Let's look again at how people can tackle some household chores. You need to find a
happy medium between all or nothing. This may mean increasing what you do on bad
days but decreasing what you do on good ones. Again this might sound strange and
can in practice feel ‘wrong’. Another example would be poor concentration stopping
you finishing a crossword or reading your newspaper. Again sometimes this might
seem easy and other times impossible. It might seem a little strange at first but pacing
can help with this too.

You can plan the steps needed to make changes using an activity plan sheet, which is
included on pages 211 to 214 of the Toolbox.

@ Example: Caroline’s paced approach to her problem

Caroline finds that she can iron for 45 minutes on a good day without stopping.
However, on a bad day she can barely manage five minutes. Ideally Caroline should
aim between these two levels on both good and bad days. She should aim low and
try to do five to 10 minutes every day, no matter whether she feels ‘good’ or ‘bad’.
Then she can slowly increase this on a weekly basis. She uses the activity plan sheet
to slowly plan the increase in her ironing.

At first Caroline feels she is just not getting enough done and becomes frustrated.
However, she soon realises that overall she is actually doing more than she was in
her ‘boom or bust’ cycle. Her plan is summarised below:

Caroline’s plan to increase her ironing

New | Monday | Tuesday | Wednesday | Thursday | Friday | Saturday | Sunday | Total
plan

Week 1 | 5 min 6 min 5min 7 min 5smin | 5min smin |38 min
Week 2 | 8 min 9 min 9 min 8 min 7min |8 min 9min |58 min
Week 3 [11min |12 min |11 min 12 min 11 min [13min |12 min |82 min
Week 4 | 14 min |15 min |14 min 15 min 12min|15min |15 min 100 Min

Q The most important thing is to set a plan and stick to it. You need to
be consistent and rein yourself in once you have achieved your goal
— even when you feel you could carry on.
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The same principles apply to any activity. It is important to use this same approach for
things you value and enjoy as well as chores.

Activity can be defined as anything that stimulates the brain as well as your body. This
includes mental activity as well as more physically energetic tasks. Setting a structure
which breaks an activity into smaller steps and then ‘pacing’ them will increase the
chances of success. So the idea behind pacing is that the amount that you do is
broadly similar on all days and you avoid big peaks and troughs. Your activity levels
out, as shown below.

Activity level

Time

Pacing is the key to slow, step-by-step improvement.

Pacing can make some people feel frustrated at the start. But most
find they improve fairly quickly and benefits are lasting.
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SECTION 3: Focus on avoidance

Understanding avoidance

It is natural to try to avoid situations that seem to make you feel worse. If you look
at Jane's situation below, you will see that not only has she stopped travelling by bus
but she has also stopped socialising with her friends. She has begun avoiding any busy
places and now cannot go shopping in the supermarket. She also feels uncomfortable
in enclosed spaces. Your own anxiety and worry about what might happen to you can
increase your avoidance of certain things. This can happen without you even noticing.

@ Example: Jane’s story

Jane has been referred to the neurology outpatient department by her general
practitioner (GP). She didn't really notice when her symptoms first started but
things have been getting a lot worse over the past year. She has worked in a
sandwich shop for five years and is now the assistant manager.

Jane has a number of symptoms that have started to really affect her life. These are
happening more often and in more situations. Jane was with her friends and had a
lot of symptoms all at once while in a lift. Her friends were so worried they made
her promise to see her GP.

When Jane went to see her GP she described all of her symptoms. Jane feels that
her asthma is worse than usual, she often feels unable to take a deep enough
breath. She is using her inhaler much more frequently. She told him about her
tiredness and vivid dreams which awaken her most nights. Sometimes she lies
awake with her heart racing for a long time afterwards. She finds herself yawning
all day and by mid afternoon just wants to lie down. Jane has noticed lots of aches
around her neck and shoulders and more recently some pains in her chest.

Jane wonders if she has pulled something or whether there is something seriously
wrong. More recently she has had tingling in her hands and fingers and numbness
in her left arm. Sometimes she even has this around her mouth. Most afternoons
her eyes seem to blur and she feels a horrible rushing feeling washing over her
head. When she gets home after leaving work early she finds she can’t do much as
she often feels dizzy, so tends to lie down.

Eight months ago Jane had a really bad episode and felt unwell on the bus and
had to get off early. This happened a few times. She began to dread getting on the
bus in case it happened again and so started walking to work. She didn’'t mind too
much as she told herself it was good for her health to walk. Recently Jane was in a
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bar in town with friends when she had another similar experience and had to leave.
She found this very embarrassing. Jane stopped going out in town with friends
after this but still saw them locally. However, she has had to cancel arrangements
with friends at the last minute because of her symptoms.

Jane is responsible for buying stock for the sandwich bar. She finds that for the last
few weeks she can't face going to the supermarket for fear that she will collapse.
She has asked someone else to do it instead. This is becoming a big problem for
Jane, as it is her responsibility. Jane is becoming more worried and anxious about
what is going on and realises that she has to do something.

The Five Areas assessment provides a clear summary of the range of difficulties you
may face in each of the following areas:

® Physical symptoms/feelings in the body.
o Altered thinking (with extreme and unhelpful thinking).
o Altered feelings (also called moods or emotions).

@ Altered behaviour or activity levels (with avoidance, reduced activity or unhelpful
behaviours).

o Life situation, relationships, practical resources, problems and difficulties.

( Life situation, relationships and practical problems )
Symptoms
J‘\
N 4
Feelings Thinking
J \_
Behaviour
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You have learned that what you think about a situation or problem may affect how
you feel emotionally and physically. It also alters what you do. Because of the links
between each of the areas, the actions that you take when you are worried or tense
can act to worsen or keep your symptoms going.

The vicious circle of avoidance

Sometimes people avoid going into places and situations where they feel their
symptoms might get worse. You may also stop doing certain things either because of
symptoms or your worries about them. For example, people who feel uncomfortable in
shops will avoid going into larger, busier ones. Similarly, someone who is worried about
feeling dizzy will try to avoid any situations where they have felt dizzy before. So if you
notice that your symptoms seem to get worse on a hot, crowded bus you might try to
avoid going on buses.

This avoidance adds to your problems because although you may feel less anxious
or unwell in the short term, in the longer term such actions worsen the problem. A
vicious circle of avoidance may result. The problem with avoidance is that it teaches
you the unhelpful rule that the only way of dealing with a difficult situation is through
avoiding it. The avoidance also reduces the opportunities to find out that your worst
fears do not occur. It therefore worsens anxiety and further undermines confidence.
The process is summarised in the diagram below.

/ Symptoms or worries
Avoid situations, people or
Worsen how | feel places that seem to make
things worse
Reduced activity,
restricted life, lowered
confidence

The vicious circle of avoidance.

To see if this applies to you, ask yourself ‘What have | stopped doing because of how |
feel?’ Remember that at times the avoidance can be quite subtle: for example choosing
to go to the shops at a time you know they are quiet, and then rushing through the
shopping as quickly as possible, or just buying essentials.
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©

What am [ avoiding?

These questions will help you to think about the things you have stopped
doing:

® Are there situations at work or in my relationships with others that | am avoiding?

o Is there anywhere | feel | can’t go or anything | can’t do because of my symptoms or
worry about symptoms? Is this avoidance excessive or unnecessary?

@ Do | avoid mixing with others? Is there anyone | am avoiding?

® s this because of stress and worry or do | have other issues with them?

@ What would | be able to do if | wasn't feeling like this? Am | avoiding things more
subtly?

Write your answers to these questions here:

The checklist below will help you to think about your avoidance in greater detail. It
summarises common areas that are avoided. If avoidance is a problem for you, it is
likely that you will have noticed changes in at least some of these areas.

Checklist of avoidance

Am l:

Avoiding walking alone away from home?

O

Avoiding situations, objects, places or people because of fears about what harm
might result?

O

Avoiding physical activity or exercise because of concerns about my health?

Avoiding dealing with important practical problems?

Not really being honest with others, e.g. saying yes when | really mean no?

Trying hard to avoid situations that bring about upsetting thoughts or memories?

Brooding over things and no longer living life to the full?

Avoiding opening or replying to letters or bills?

Sleeping in to avoid doing things or meeting people?

O/ooooig|g
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Avoiding answering the phone or the door?

Avoiding sex?

Avoiding being in crowded or hot places?

Avoiding talking to others face to face?

Avoiding going on buses, in cars, taxis, etc. or any place where it is difficult to escape?

Avoiding busy or large shops?

Ooooio|ig

Other (write in)

Sometimes the avoidance can be quite subtle and difficult to recognise. In fact you
might even think that this behaviour is helpful to you. Now complete the following

checklist..

Checklist: Unhelpful behaviours leading to subtle avoidance

Am [:

Quickly leaving any situations? U
Rushing though a task as quickly as possible (e.g. walking or talking faster)? U
Trying very hard not to think about upsetting thoughts/memories? Trying to distract O
myself to improve how | feel?

Only going out and doing things when others are there to help? 0
Using medication differently to how it is prescribed to block how | feel or help me O
sleep, etc. (e.g. taking an extra dose)?

Always carrying back-up medication ‘just in case’? (]
Taking the easiest option (for example joining the shortest queue in the shop or O
turning down opportunities that seem scary)?

Deliberately looking away during conversations and avoiding eye contact? Bringing O
conversations to a close quickly because of not knowing what to say?

Keeping so busy there is no time to stop, think and reflect on things? O
Avoiding things in other subtle ways? Write in other things you are doing, if this

applies to you.

Having completed these questions, reflect on your answers using the three questions

below:
@ 1.Am | avoiding anything?
Yes [ No []
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2. Has this reduced my confidence in things and led to an increasingly restricted
life?

Yes ] No []
3. Overall, has this worsened how | feel?
Yes[] No[l

Choice point
If you have answered ‘Yes’ to the above questions, then avoidance is likely to be a

problem for you. You may like to focus on these areas and have a look at how to plan
ways to overcome this.

@ Example: Kate recognises her avoidance

4
You have already met Kate in Workbook 2. Let’s have another look at her situation.

d N

Symptoms or worries
Iommwﬂapwmt/wﬂowmdﬁe{mhfﬁ Stomach
acid, headaches and dizziness

o %
/ Worsen how | feel \ / Avoid situations, people or places that \
peop! P
I don't feel fit like I used to. I feel fed up with W;egl seem to make things worse

ldonftm%pt:fmmﬂwdw%rm Getting annoyed Social life very WMAMWWW:W
myselfand feeling boved. Feel like a faclure for not Mﬁm@ to work ftolvpedﬁmy to shops except for
Wmtoo{otﬁwrﬁn

- NG J
/ Reduced activity, restricted life, \
lowered confidence
szﬁ/vdoﬁm W:w»ﬁhﬂw%%rm J’to;vped meeting
ﬁ‘mwk and jou@ swimming
- J

Kate's vicious circle of reduced activity and avoidance.
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Kate is likely to feel better if she can break the vicious circle by:

@ Slowly reintroducing things back into her life that give her a sense of pleasure and
achievement. These must be activities that are realistic for her.

@ Looking at ways of re-building the life she used to have by tackling her avoidance.

® An example of how she puts her plan into action can be found on page 129.
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SECTION 4: Overcoming reduced
activity

If you haven'’t done this already, now is a good time to fill out an
activity diary. You can find out how to do this in the Toolbox on
pages 211 to 214.

David has completed a diary and gathered this background information. Now he can
move on to use the seven-step plan. You will find out more about this as you go
through this workbook. Exact instructions on how to make one for yourself are given
in the Toolbox.

David’s step-by-step approach

Step 1: Identify the activity to build on

David has already kept an activity diary for a week. The diary shows that the amount
of pleasure David experiences varies during the day. What he does seems to affect how
he feels. His activity diary helps him realise that he is happiest when he does things
such as walking round the garden. He also had a sense of achievement with some
other activities such as re-wiring a plug.

Example: David’s activity diary for Tuesday morning

[6-7am] | [In bed asleep] (P) [(A)
78 am memmtoﬁwrm 30min |2 2
§—9 am qofufmkmnmwmgcéem@ gomn | § 6
my teeth
9-10um | Made a coffee and breakfast 75 men |3 5
70—17 am | Re-weved a plug 45min |6 |7
17—12 pm | Watched television somn |3 I3
12—1pm | Walked vound the garden 0mn |8 8

The scale used by David to rate his enjoyment/pleasure (P) and achievement (A)

0 5 10
No pleasure/ Feel okay/ Maximum pleasure/
achievement reasonable achievement

120 Overcoming functional neurological symptoms © Chris Williams et al (2011)



Behaviours

Step 2: Choosing a target

It is important that David chooses a target problem that is likely to be helpful and
achievable.

@ Example: David’s target

David decides he should try to increase the distance he walks. He currently only
ever walks as far as the car or round his small garden. He would like to be able to
walk further.

Compare David’s target — ‘increase the distance | walk’ — against the first three
questions for effective change.

@ Questions for effective change

1. Will it be useful for understanding or changing how he is?
Yes v' No [
2. Is it a specific task so that he will know when he has done it?
Yes[]J NoVv
3. Is it realistic: is it practical and achievable for him?
Yes[] No Vv

David’s plan is helpful but it is not specific enough yet. It doesn't tell him what to do
or define the steps needed to reach the goal. Planning this degree of detail is the next
step for him to work on.

Step 3: Think up as many solutions as possible to plan this next step

David needs to look at the gap between what he does now and what he would like to
do. He can bridge this gap by changing his activities in a number of really small steps.
He should identify a clearly defined first step that he wants to do.

One difficulty that people often face is that they cannot see any way of changing
things. A helpful way around this is to try to step back and come up with as many
possible activities as possible. This approach is called brainstorming.

In brainstorming:

@ The more solutions that are generated, the more likely it is that a good one will emerge.
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@ Ridiculous ideas should be included as well, even if you would never choose them in
practice. This can help you to adopt a flexible approach to the problem.

So useful questions to help you to think up possible solutions are:

® What ridiculous solutions can | include as well as more sensible ones?

® What helpful ideas would others (e.g. family, friends or colleagues at work) suggest?
® What approaches have | tried in the past in similar circumstances?

® What advice would | give a friend who was trying to tackle the same problem?

@ Example: David’s list of options

David sits with a piece of paper and thinks about possible ways he could start to
increase the distance he walks. Read David’s list below:

* Get Anne to dyop me off miles away from the house and 14 have to walk home.
* Walk around. the golf course with wy friend jim.

* Tiy to walk a bit further than I am just wow.

* Ask the doctor of a wheelchair o walking aid would be suitabte.

The aim here is to try and list as many potential activities as possible.

Step 4: Look at the advantages and disadvantages of each of the possible activities

The aim here is to examine the pros and cons of each potential activity that has been
listed. Below is David’s list of advantages and disadvantages for each activity he identified.

Suggestion Advantages Disadvantages
Q%Amwtodropmff I%deﬁ&w’teé/éewn%@ Widmz)yfmtovfm//]
WWﬁ‘&mtﬁeW ﬂ/fhﬁrm[m,/)t @w[cou%n’twpew&th
and 14 have to walk home | might just force me to do | it. Anyway Anne would

i@t never agree to it ecther
Walk around the gotf 1 like Jim and it woudd be | I'm not able to walk very
Wpew&thwﬁ‘mdjﬁm nice to catch up. I love the | far and it would be really
ja’é‘ course too Wma/m//(ﬁ 7"[ Adidi’t
manage it. Also its an
wight not hetp
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Suggestion Advantages Disadvantages

Tiy to walk just a bit That doesw’t sound too 1Y be worvied in case I et
further than I am just now. | scary ov too big a challenge | wyself down or didnt manage
Say 20 steps past the car it Also I might collapse

sk the doclor if a 14 be able to travel greater | Iin definstely notthat bad, In

WWWMWM distances and meet up sure the doctor would have
would be suitable WMWMWW Wi@d&%éﬁﬁ%%fwtﬁ%ﬁt
ltwmajovdm. Itm{ght
mean I was even less abile to
waltk if I qottoo used to it

Step 5: Choose one of the solutions

The chosen solution should be realistic and likely to succeed. This decision will be
based on your answers to step 3. David decides on option 3 — to try to walk just a bit
further than he can now. Option 3 seems to be more realistic, practical and achievable.
David reassures himself that if he did feel he might collapse he'd be close enough to
home and any help that would be required.

\

The solution that is chosen should be one that helps David tackle
his target problem. It is important that he is realistic in his choice
so that it does not seem impossible for him. You will see later how
David can build upon this initial target for change with subsequent
additional targets that will help him to progress.

(S

Step 6: Plan the steps needed to carry it out

This is a key stage. Many people have some difficulty doing this to begin with. David
needs to generate a clear plan that will help him to decide exactly what he is going to
do and when he is going to do it.

It is useful for David to write down the steps needed to carry out the solution and to be
specific about what he will do.This will help him to remember what to do and will allow
him to predict possible problems that might arise. The questions for effective change
should always be asked as part of this fifth step of the problem-solving approach, and
can help David to re-check how practical and achievable his plan is.

Questions for effective change
Is the plan one that:

o |s useful for understanding or changing how | am?
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o s a specific task so that | will know when | have done it?

o Isrealistic: is it practical and achievable?

® Makes clear what | am going to do and when | am going to do it?

@ Is an activity that won't be easily blocked or prevented by practical problems?

The aim of these questions is to try to help David plan effectively what he is going
to do.

@ Example: David reflects on the five questions for

effective change:

1. Is it useful for understanding or changing how | am?

If I can manage to walk a further distance than I am at the moment it
woudd change lots U/’[Wf i my Ufe.

2. Is it a specific task so that | will know when | have done it?

I'm dewrmlmgﬂ@ to do — IU start tomaorvow morning.

3. Is it realistic: is it practical and achievable?

Zrz)trmét}x%c—)/ef, I can do that, I4 be éwmﬁ %ZM%W@ W&e@‘tﬁm‘
the tdea scares me a bit becawse I dont know how IU feel or how my legs will
be,éwfk?rm@m@né&fde%tfwy—lamwelmdoﬁwg

4. Does it make clear what | are going to do and when | am going to do it?

I'm starting at 11 am tomorvow morning. I alv W[cmwﬂk%ﬁwwx
thecm;wIMﬂWtotV/vtokawmp{Wt/wmmoﬁwmem
ﬂmﬁwmmém@m.

5. Isit an activity that won't be easily blocked or prevented by practical problems?
NMW,WWWMW#?ZﬂW%%&WW&fWMWW
W[ﬂijm&jM¢W@§M7MW[W7feffmt¢l,€07?:wb%
fora WM.WMWWMICMW@MWWW
me det Wk%lmwwmﬂyfow&tﬁﬁfmnﬂwk&tw&%h
W%WAWWWIWﬂWtoﬁ%wm%hawwt

David’s goals are now clear and specific and his target is realistic. He knows what he is
going to do and when he is going to do it. He has predicted potential difficulties that
might get in the way. This seems like a well thought through plan.
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Step 7: Carry out the plan

Once David’s plan is complete, he should act on it. On Tuesday morning David goes
out and walks as far as the pavement. He feels uptight but manages this without major
problem although his legs are shaky. He feels a real sense of achievement, as he has
managed to walk further than he has for months.

Step 8: Review the outcome

David should look at what happened when he carried out his plan. How successful was
the plan in tackling his original target problem ‘to increase the distance | walk'?

Did his plan go smoothly, or were there any difficulties along the way? What has he
learned from carrying out his plan?

David's review:

Was the selected approach successful?

Yes v\ No [

@ Did it help me to increase the distance | walk (the target problem)?
Yes v\ No [

Were there any disadvantages to using this approach?

Yes[J No Vv

What have | learned from what happened?

merm@mf W%W%W/fwéw%mwemm
Although my legs fett weak and. shaky T still did it. I have learned that:

* A fic written down plan can be because I have talked about
M%éeﬁwmmmz)t /WW

* My concerns about ng werven'’t true. I did W’%W[wﬁw&{
%WZMWmIMWMWMZ{WMwaWW

Building on what David has learned — putting together an
activity plan

The next key stage is for David to build upon this first step so that he has a clear plan
to move things forward. To do this, he needs to think about his short-, medium- and
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longer-term targets. The key is to build one step upon another, so that each time David
plans out and completes the seven-step approach he can then consider what the next
step will be. Without this sort of approach he may find that although he makes some
progress, it's all in different directions and he will lose his focus and motivation. David
summarises his activity plan below. Remember that each step can be planned out
using the seven-step plan.

David also begins to build in some other activities to include tasks that also give him a sense
of pleasure or achievement. For example doing some electrical work for Anne by changing
a plug. The activities he chooses should be things that he values and sees as important.

@ Next steps: David’s activity plan

Day and date Planned activity: Be specific.Is | Time | Pleasure |Sense of
it a realistic plan? What do you (0-10) |achievement
have to do and when will you do (P) (0-10) (A)

it? What problems may occur?
How can you overcome these

problems?
Day 1, de@/, Activity: Walk outside to
77 am the pavement, at least 20
steps but try a ﬁw more f

possible
Day 2, Wedﬁ,&(dﬂ}/, Rewrre the WMM

70 am Anne asked me to do weeks
ago

Day 2, After lunch walk at least 30

Wednesday, 2 pm | steps in the qarden

Repeat on

Yhom)ay

Day 3, Friday, | Phone Jum and try to meet

77 am up with him next week

Day 3, Fm’da}/, Walk to end of road, with

2 pm Anne, Wﬂfmmm
back

The plan builds in at least several activities over the week that lead to a sense of
pleasure. This can include both activities that build on his target area of increasing the
distance he walks and also can include other activities as well.
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Look back at the checklists on pages 109 to 110 and 118 to 119 to think of other
things to include.

The key is to do everything at the right pace, so that change happens, but not so
quickly that it seems too fast or too scary.

The example used shows how the technique might be applied to David’s situation.
However, it also can be applied to alter any problem. Next we'll look again at Kate, who
has chosen to focus on getting back to her swimming.

Kate's plan

Kate has found it increasingly difficult to socialise as she used to. She has also found
shopping particularly difficult and has stopped going swimming — something that she
used to enjoy. Now she is spending more and more time at home on her own.

Kate goes through the same seven steps that David used. The target that she initially chooses
is t0 ‘4o to the local swimuming poot. She then thinks up as many solutions as possible about
a sensible first step, and weighs up the advantages and disadvantages of each.

She identifies that the advantage of going swimming will be to increase confidence
and boost her fitness. The disadvantage might be that she begins to feel dizzy or has
a seizure. Kate realises that in the last two years she has become much more able to
tell when a fit might happen. On balance she judges that this target is realistic and
achievable for her.

She uses the Questions for effective change to help her plan what she is going to
do in detail. She decides the exact date (Monday) and time (6 pm) when she will do
this, as she knows children’s swimming lessons are finished at this time and the pool
shouldn't be too busy. Kate sets her target of swimming four breadths of the pool and
staying no longer than 30 minutes. In the past she swam 60 lengths every time she
went so she realises that she may see the four breadths as being ‘hardly anything’. She
decides to challenge this thought if it occurs by saying to herself:* 7%ss Mjbl/&fﬂﬁ#’&f
step — LU getthere in the end — Mgoywﬁm‘ymredw@ now.

Kate also predicts the things that might go wrong — so she decides that if she
experiences any symptoms she will sit on the poolside and use some of the relaxation
techniques she knows just in case the symptoms are being made worse by feeling
uptight about swimming again.

Kate's initial plan in action

On Monday evening at 6 pm Kate goes swimming. She admits to herself that she has
spent the day worrying about what might go wrong but finally persuades herself to
give it a go. Kate feels strange about being in the pool after such a long time away
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but enjoys her first swim. She finds that she tires very easily and sensibly changes her
target of four breadths to three and manages to do this.

When she gets home, she reviews what she has done. Feeling very satisfied Kate then
plans the next steps. These can be seen on Kate's activity plan.

@ Next steps: Kate's activity plan

>

Day and date Planned activity: Be specific. Is | Time Pleasure | Sense of
it a realistic plan? What do you | (mins) (0-10) |achievement
have to do and when will you do (P) (0-10) (A)

it? What problems may occur?
How can you overcome these
problems?

Da}/ 7,
Mm@@/, 6 pm and swim breadths.

Day 3, Go to the swinmming pool
Weoémfo{a}/} and Mma

€ pm br

Day 6 Ask her WM to come
IM@/, 7| swimming. Don't need to
amn set a target amount, just

company — but plan to stay
no maove than 35 minutes
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SECTION 5: Overcoming avoidance

Earlier in this workbook we described Jane’s situation: it was clear that she has several
areas of avoided activity. Although in this example Jane has chosen to focus on her
fear of shopping in supermarkets, the same principles can be applied to any avoided

activities.

Checklist: Identifying Jane’s avoidance

Ami: Tick here if you have
noticed this

Avoiding walking alone far from home?

Avoiding situations, objects, places or people because of fears v

about what harm might result? [ﬁef&o dézzy and 1

faﬂdm/m. I may stop

breathing duriseg the
panic

Avoiding physical activity or exercise as a result of concerns x

about my physical health?

Avoiding dealing with important practical problems (both large | *

and small)?

Not really being honest with others. For example, saying yes x

when [ really mean no?

Trying hard to avoid situations that bring about upsetting x

thoughts/memories?

Brooding over things and therefore not longer living life to the x

full?

Avoiding opening or replying to letters or bills? x

Sleeping in to avoid doing things or meeting people? x

Avoiding answering the phone, or the door when people visit? x

Avoiding sex? x

Avoiding talking to others face to face? x

Avoiding being with others in crowded or hot places? v
1 don't go out with
my friends to bars any
more
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Am |

Tick here if you have
noticed this

Avoiding busy or large shops, or finding that | have to think about
where and when | go shopping, etc.?

v

I'm Wﬁﬂ@ to Wﬁe
shops at all now. 1
deﬁmfe@v wwldn’tjo to
a supermarket because
Z’a{je{—;}Wc&/ Z’a[fef’l
TMMWW
and start breaths very
ﬁwt I be scaved 14

collapse

Avoiding going on buses, in cars, taxis, etc., or any places where it
is difficult to escape?

v
ZWrwﬂkfoWk
now

She also thinks about whether she is avoiding things in more subtle ways.

Examples of subtle avoidance

Unhelpful behaviours leading to subtle avoidance.

Am I

Quickly leaving any situations? v
I have Zeftom shop really
quIckly. T just left the
the stove and van

Rushing through a task as quickly as possible? (e.g. walking or v

talking faster)? 7 pée/iéwte’é/ rust vound
the shop to get it over

Trying very hard not to think about upsetting thoughts/
memories. Trying to distract myself to improve how | feel?

wWith as soon as possibte
X

Always carrying back-up medication ‘just in case’?

Only going out and doing things when others are there to help? | ¥

Using medication differently to how it is prescribed to block how | v’

| feel or help me sleep etc. (e.g. taking an extra dose)? Sometimes I take extra
x
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Am I:
Taking the easiest option (e.g. joining the shortest queue in the
shop or turning down opportunities that seem scary)? 0 t0 the sumall local
aftﬁe q&wefeff
f c%wme the
an‘eff wewe because
mxw{y rather than
vt vs the obvious
chetce

Deliberately looking away during conversations and avoiding eye | %
contact. Bringing conversations to a close quickly because of not
knowing what to say?

Am | avoiding things in other subtle ways? v
Write in what you are doing here if this applies to you. W&{ onto the

ﬁoﬁ@wﬁm[ﬁe{

On answering the following three questions Jane determines that she is experiencing
a vicious circle of avoidance.

@ 1. Am | avoiding doing things as a result of anxiety?
Yes v'' No [

@ 2. Has this reduced my confidence in things and/or led to an increasingly
restricted life?

Yes v/ No [
@ 3. Overall, has this worsened how | feel?
Yes v No [

Jane has very clear areas of avoidance (going into larger shops/supermarkets, buses
and busy bars). She has also identified some more subtle problems of avoidance that
need to be built into her plan.

Jane then uses the seven-step approach to overcome her avoidance.

Jane's seven-step approach

Step 1:Identify and clearly define the problem as precisely as possible

The important first step is identifying a single initial target area that she wants to
focus on. This should be clearly defined. This step is particularly important as Jane has
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identified three main problems of avoidance (hot and crowded places, going to large
shops/supermarkets and buses). It is not possible to overcome both these areas at
once. Instead she needs to decide which one area to focus on to begin with. This means
putting the other area on one side for the time being.

Jane writes down the specific area of avoided activity that she is going to focus on to
start with.

@ Example: Jane’s target area

_
| Th W WWW@%WjeWWW/WWM.

Step 2: Think up as many solutions as possible to achieve this goal

The purpose of brainstorming is to try come up with as many ideas as possible. Among
them Jane hopes to be able to identify a realistic, practical and achievable first step
towards overcoming her problem.

@ Example: Jane’s possible solutions
_4

Jane sits and thinks about possible ways she could begin to start going into large
and busy shops again:

* @Mfot/wla/jeftWt%op[cmﬁ%dmpt@/ﬁwwm}ﬁf{éeﬁw

* TWWfMﬂWMWPﬁVW.

* Pmammwmjaé@wmqwmmmmpﬁm Begin to
fmwﬁmx@/wmwwmmmw@rm%ﬁwa

* Goto the post gffice at the busiest time and jorn the longest quene

Step 3: Look at the advantages and disadvantages of each of the possible
solutions

Jane assesses how effective and practical each potential solution is. This involves
considering the advantages and disadvantages for each potential solution.
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@ Example: Jane thinks of the pros and cons

Suggestion Advantages Disadvantages
Contact the er | Id be able to go ng| Thats one of those
ofthe WM% without ngw ndtxcwlom(y;ea/f you're
mealof theve. It would make Wtoﬂw’ﬂk@
fwwm}/ to arvange me fef{ like a VIP MMWWW It
“WWW wondd cost a fortune. I
W!m M%Wﬂfﬁmtwfﬂf
shop thing. Anywny, 14 feel
Like a right tdiot aske
ths. I'm not at all
Wez%empwwldﬂo
W’Wﬁtﬁiﬁkwfﬁ/’[
arvangement
Go wnto the largest, Thats a 7 AW!"Z/EW%
Wﬁ%p[fmﬁm Wﬁrm%m[m that sort of approach
W&fﬂ:}/fh&’l@ w1 | ot suve it woudd work, | can mes work,
ﬁf{éeﬁ‘ev and therve don’t seem to tﬁevekjmf%owu}/l
be many advantages I Mjﬁi@todoth&r,[tz}r
can think of! Just too scary
Take part tn a It woudd ravse seme Zju&tdm’ffmg/th&r
ed sho : at . Everyone would
el Al e
14 Let people and the
chwmﬁwrdomg‘[
couddn’t do it. That
feel like 14 favled. 1ts
Just too scary to do
Plan a stow increase This is ng I can T/‘kelowl:/ﬁopdown’t
in going to shops. Go do without getting too | stock all the food 1 like.
to a local, swmaller sho paﬂ»’c@/.[fwvwldben It also costs a Lot move
furst. Begin to face my rméé/ ﬂow{ furst step. than the supermarket.
]%Mfé)/yﬁowdom Icowldém}ldwp% I don’t want to have to
wey shopping and not g the ng there. I
racing round the stove | furst and then begin to | want to be to go to
goto la//ﬂex busier shops | the supermarket

Overcoming functional neurological symptoms © Chris Williams et al (2011)

133




Behaviours

Suggestion Advantages Disadvantages

and the supermarket.
Ifwvwldbvm‘l—w

- Thes coudd
éetheﬁr%mmﬂptepm
getting back to norvmal
Go to the at | I want to be able to It might be a little too
WW%% dot%wf.f/wvtaéoﬁf swwyfﬁot%wreww,

jm#wlw%eft%em letters to friends Wﬁwm%%@

when ot (s 7

and thew joining the
est quene us too

much at the moment.

It Just too ambitions

Step 4: Choose one of the solutions

Jane's chosen solution should be an option that will address her problem. It should be
realistic and likely to succeed. Jane's decision is based on the answers to step 3. Jane

decides on option 4:'Plan a slow increase o gotng to shops. Go to a local, smaller

yﬁopﬁr&t Begt. tofmwﬁm«é/vm{gdownwyfwmmmw
round the store.’

This solution is an option that fulfils the following two questions for effective change:

@) 1. isithelpful?

Yes v\ No [
@ 2. Is it realistic, practical and achievable?
Yes v\ No []

Step 5: Plan the steps needed to carry it out and apply the questions for effective
change

This is a key stage. Jane needs to generate a clear plan that will help her to decide
exactly what she is going to do and when she is going to do it. It is useful for Jane to
write down the steps needed to carry out the solution. This will help her to plan what
to do and allows her to predict possible blocks and problems that might arise.

The questions for effective change can help Jane to re-check how practical and
achievable her plan really is.
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@ 1. Will it be useful for understanding or changing how | am?

<4

@

[mjofomwél, WWMWWM&M[#)/@ ouqmmw
Wwyﬂmn,mmrmrm. [f[wuldahmget%mtrmnﬁ
around, would be an tmportant ﬁm‘ step.

@ 2. Is it a specific task so that | will know when | have done it?

@

Imtohmwm%MIMijodaIwMjo%WMl
mmm,éé/do. Instead zf'jmrfﬁm@ rmdtﬁwm/:mdﬂmﬁﬁwwwkzﬂf
[med,[wwﬁytowﬂkramd&tatamw,[%@u[%mth&r%
Z[ovkatwwntchjmbefwelﬂomoﬁwypr,m Mjmaﬂwlm.[
Wto%ay&ntﬁwewtlemtmw%wtatoéeﬂnw' )

@ 3. Is it realistic; is it practical and achievable?

@

Is it vealistic? Yes, I can do that. It’;realé/mvé/aﬂffleé#fwy. I'm sure I can
do ths.
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4. Does it make clear what you are going to do and when you
are going to do it?

©

zh/mmmm what I need to do. I will at least 10 minutes in
tmmp.zmdto nk about how I can spend the extra tume there. I could
Look Wmﬂwmwrem&w@rmwe%fmm[
%opattﬁe DVD%WWM%WWWWM Thats
Mwﬂdta/ceaﬁwmmﬁw[medtode%wﬁm[mgw
todothxmtoﬁwmfﬁwoklmwlddowmnmdayatw

O
§i

5. Is it an activity that won't be easily blocked or prevented by
@ practical problems?

@
Now then, WWMWW[ftﬁwm was ver bmy[ ‘Ghit want to

Leave move I coudd plan to go at a mefwtmu and even
Weuea%me,f c%wmto Y%e ?KWWWJMZ

cmpredaé%cowld event me thes is ¢ Wz/emdfr)/towmt
mpmdmnlﬂe’f ezz/wwe mzmmw
WWHWW ér W{m MW[MWWM@

not leave the shop, Mw(jowt:/t t%mfe Wewmwtefbe ¢
I mwﬁ»am/;e Petha/tlm tom@rwmmﬁmmt J/ZLZW
thohmweﬁfmmﬁ/wm%eﬁmeﬁaﬂ

Jane’s goals are clear, specific and her target is realistic. She knows what she is going to
do and when she is going to do it. She has predicted potential problems that might get
in the way. This seems like a well thought through plan.
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Step 6: Carry out the plan

@ Jane carries out her plan

Jane goes to the shop the next day. Before she enters the shop, she notes her
anxious thoughts down on a piece of paper and records how much she believes
them. She reminds herself that as she carries out the plan this will help undermine
the old fears.

Before she goes into the shop, she notices the fear that 7wt/ wﬂam She believes
this 30 per cent at the time. She records her anxiety as being 30 per cent as well. She
challenges it by reminding herself that she never has collapsed.

When she goes into the shop, there are three other people already there. They are an
older couple and a school child. Her belief that she will collapse shoots up to 80 per
cent. She rates herself as 70 per cent anxious. She thinks about leaving and begins to
feel a pressure in her chest and hot and sweaty. She notices an increase in both her
heart rate and breathing and starts to feel dizzy — her eyesight also begins to blur. She
begins to walk faster to try to get all her shopping done as quickly as possible. She then
remembers that she had decided that if she felt like this she would try to control her
breathing and slow down her walking.

Jane makes a big effort and stops in the aisle by the magazines. She picks one up and
flicks through it. She does this for a couple of minutes, and begins to feel much better.
Her anxiety and belief that she will collapse both slowly drop to around 40 per cent.
She is able to complete the rest of her shopping at a normal pace. When she leaves the
shop, she is surprised to find that she has been in there for almost 20 minutes.

Step 7: Review the outcome

Jane should next review what happened when she carried out her plan. Did it go
smoothly, or were there any difficulties along the way? What has she learned from
carrying out the plan?

Jane's review

@ Was the selected approach successful?
Yes v/ No []

Did it help start to overcome the problems of avoidance
@ during shopping (the target problem)?

Yes v No []
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Were there any disadvantages to using this approach?
@ Yes (] No v’
What have | learned from what happened?

MW?&WWZWWWMWWW&WéW%

The three WA’ 1 have learned ave:
7. Just how useful it is to have predicted what to do if I beqan to feel worse.
WMW%@ZW?W;W%.I?MWW@%IW?{W@

stow down my br: and ' 'MW.[L‘WM/[
a Lot better %Mﬂﬁw m gVD:. ]%t
2. A%WWMWWW £ 1 st Qm]'mwwm’ttrm.lm
MWWW%ZWM—%;&ZW%IWWW;W&
Howmnt%wmxée{ygmé/éegmtofaﬂaxmwed.Itdédn’fjmfkeep
ﬂﬂ@%{am%é&@ltﬁm%%tkwmld.
3.AWMWWW%Zf@%WWWMMM%M;M
’I’myﬁv'@towﬂafw}theﬁwm svcal sensations did not continue
:‘}%/ZZ,[W%@W%WW%Z nk back — I never have collapsed
shopping.

What does this say about any fears before or during the
activity?

-

Jane reviews what happened to her fears and level of anxiety as she went round
the shop.

Well T didn't collapse. The fears just weren’t Ghit. I did bad at one stage,
MIWWM%W%&MWAW?WWMM
t/mf[’élwﬂafwfwéeﬁm./}eﬁve.

138 Overcoming functional neurological symptoms © Chris Williams et al (2011)



Behaviours

Jane wrote down her extreme and unhelpful thoughts and recorded how much

she believed them (from O — not at all, to 100 — believing them fully).
My fearful thought: ‘7 will cotlapse.’
| believed this:
@ 30 per cent before going into the shop.

@ 80 per cent during the time in the shop when she saw all those people there. It then
slowly dropped to 40 per cent.

® 10 per cent five minutes after leaving the shop.

Jane also records her level of anxiety at the time (from 0 — no anxiety, to 700 maximum
anxiety).

Jane’s level of anxiety:
® 30 per cent before going into the shop.

@ 70 per cent during the time in the shop when she saw all those people there. It then
slowly dropped to 40 per cent.

@ 15 per cent five minutes after leaving the shop.

\

Q Be aware of any extreme and unhelpful thinking both before, during
and after your own planned task. These thoughts can cause stress
and worry. The best way to undermine an extreme and unhelpful
thought is to act against it.

(S

In spite of the high levels of anxiety, Jane succeeded in her plan. She also noticed
something else that is very important. Even though she felt 70 per cent anxious just
after entering the shop, after only a few minutes the level of anxiety quickly began to
fall. Her fear that she would collapse also dropped to only 40 per cent. By the time she
left the shop and reflected on what happened, her belief in the original fearful thought
had dropped to only 10 per cent. Facing up to fearful thoughts is a very good way of
testing and challenging them.

By repeating the same activity again and again over the next week, Jane's fear becomes
less and less intense. It also lasts for shorter and shorter lengths of time. By repeatedly
facing her fears she is able to challenge her thoughts and reduce her anxiety. You can
read more about this in Workbook 5.
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Facing up to fear causes it to slowly lose its impact. This is illustrated in the diagrams

below.

Level of anxiety

Highest level
100%

Lowest level

1 2 3 4 5 6 7 8 9
Time (min)

J

First time Jane faces her fears: Tuesday at 2 pm.

Level of anxiety

Highest levelq
100%

Lowest level

1 2 3 4 5 6 7 8 9
Time (min)

Second time Jane faces her fears: Wednesday at 11.30 am.

Level of anxiety

Highest levelq
100%

Lowest level

1 2 3 4 5 6 7 8 9
Time (min)

Third time Jane faces her fears: Friday at 3 pm.
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SECTION 6: Building on the initial
change using a step-by-step approach

The next stage is for Jane to build upon her initial step so that she has a clear plan to
move things forward to the next step. To do this, she needs to think about her short-,
medium- and longer-term targets/goals. The key is to build one step upon another,
so that each time Jane plans out and completes the seven-step approach, she can
consider what next step she will take. Each step should move her closer towards her
target. Without this step-by-step approach she might lose her focus and motivation.

Jane plans out the different steps that she needs to complete over the next few weeks.
Her plan should also include reducing and stopping doing any of the more subtle types
of avoidance she has noticed.

Jane's step-by-step weekly targets Initial fear level | Time scale
(0-100 per cent)
7&Wmot/wlowlfxﬁwpfw Hardly scary Week 7 and
WVWWW‘M}/MW" at then repeat
for at least 10 minutes 570 per cent | at least twice
scary that week
2. Gotng mot/wmmp Deliberately A ittle scary | Week 2
chovsing a busier ﬁ/me amn to | 75 per cent Repeat at
wﬂkwvmd:lawg/ pta;vmﬂmtﬁe;% scary least twrce
at least 20 menutes each trme that week
3. Quening Zae Quate scary Week 3 and
Wemtfé/c/ww Wm&% 35 per cent then repeat
scary at least twrice
that week
. Gotng into the market foyer area to | Pretty scary Week 4 and
Wawwmdptaymyﬁwwﬁvat 50 percent |5 and then
least 20 muenutes scary vepeat at Least
twice each
week
5. qﬁv'@’ nto the market at a quicter Modemteé/ Week 6 and
: : at least 20 minutes. | scary then repeat
Retaxing my grip on the tr 75 per cent | at least twice
W scary that week
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Jane’s step-by-step weekly targets Initial fear level | Time scale
(0-100 per cent)

6. Going shopping supermarketat | Very scary Week 7 and

xéﬂm@w%ﬁv%mzo g5 per cent then repeat

minutes HW&L ed grip on the scary at least twrice

trotley all the trme that week

7. Eventual target: gov Wm.g m Very very Week & and
market at a busier time scary then repeat

detiberately chovsing the longes cﬁ%@wf 700 per cent | at least twice

%%W%IWMWZUW% scary at furst | that week

m P

You can see that Jane’s plan is clearly made up of separate targets. Each new target
builds upon the previous one to help Jane move forwards. At each stage she is able
to further test out and disprove her original fear and worrying thought that she will
collapse.

Over a number of weeks this can add up to a very significant total change in what she
is able to do. In completing each step Jane needs to be careful that she doesn’t subtly
avoid facing up to her fear when she is in the shop. For example, she may be tempted
to rush around the shop as quickly as possible, try to distract herself from her fears
while in the shop, or only go shopping when accompanied by a friend so that she feels
safer. Instead, she should walk round each shop deliberately slowly. She should plan to
also relax her grip on the trolley. Each time she repeats the same step her anxiety will
be less intense. It will also last for a shorter time than the time before.

Each step should be realistic, practical and achievable. By succeeding in these
planned steady steps, real progress can be achieved. You will have a chance to
practise this same seven-step plan yourself using the example in the Toolkit on
page 200.

Jane's five common ‘subtle’ avoidances and five possible solutions

When shopping, deliberately go only when Slowly plan to go to the shop at busier times.
the shop is likely to be empty Eventually to go to busier and larger shops

Rushing round the shop as quickly as possible | Slow down the walking round the shop. Plan
to deliberately stand and look at some of the
goods. At a later stage deliberately choose to
talk to an employee about a product
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Choosing the smallest queue at the tills. Choose to use longer queues and use methods
The motivation here is to leave the shop as | of payment that take longer (e.g. paying by
quickly as possible because of anxiety rather | credit card)

than just to be efficient

Using distraction techniques to avoid noticing | Choose to stop doing the distraction technique
the anxiety when in the shop. For example, and pay attention to the task she is doing

by doing mental arithmetic while in the shop,
or completing a physical activity (such as
clenching her fists tightly)

Seeking reassurance and support from others | Create a reassurance-free zone by beginning to
when out shopping do things with less and less reassurance from
others

Anxiety and over-worry about health problems

You read about Naz in Workbook 2 — he has had problems with avoidance and anxiety
since his symptoms started.

@ Example: Naz's problem of avoidance

After a collapse, Naz becomes convinced that he is likely to have a stroke. As a result
he constantly feels anxious and is preoccupied with his illness. He feels physically
tense and cannot sleep. He has stopped any activities that he fears may bring on a
stroke such as doing exercise, and being at work.

This has led to concern and phone calls from work colleagues and pressure from
his sister to do more to help their parents and has further added to his problems.
His doctor has advised him that he needs to do some exercise in order to stay fit.

Naz's first step
e Eventual target to be achieved.

'L want to be abte to play fwe-a-side-foothall like I used to do!
@ Main fear to be challenged.

T will have a stroke if I overdo things!

® Subtle avoidance to take into account in the plan.

Z@vkmt%wwwwtom%[éovkpm[ anmevmeﬁ%/}r
around, WWWI%MW%/WW[MWW%ZWMWB
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minutes and build this up over the coming weeks.

Naz's step-by-step weekly targets to increase the level of physical Time scale
exercise

7. Start out with brisk walk around the local arvea. Over the | Week 1

week repeat twice and increase the distance stowly. Continue | Repeat the walk
towﬂkatnér&ykw.@/t/wmdajftﬁemmtoée on two move
abte to walk to the local shops. To start veducing my blood | occasions this
pressure monitoring to twrce per day week

2. qomﬁrﬂmj%mtormmmwte,wﬂkm Week 2
minute and maintain this for 15 minutes, stowly budld up.

Reduce my blood pressure measuring to once per day

3. Contrmue wvth]W but try to increase intervals to a Week 3
three-munute run and two-munute walk for 20-30 minutes

4. Go along to fwe-a-side-football and play for just 10 Week 4 and s
minutes owtgfthe WWW&WWKWW to

cotleagues too. Stop monitoring blood pressure altogether. Just

save it for when my doctor recomumends a review.

6. Eventual target: play fwe-a-side-football for at least 30 | Week 6

Worries about your health are very natural but every now and again may get out of
hand. As you have seen, sometimes your thoughts and behaviours only add to your

original fears.

These worries can be tackled in the same way as all your other thoughts. You will find

a way to do this in Workbook 5.

There are also a number of very common things that people start doing when they
have symptoms. These are not helpful in the long term but may make you feel better

in the short term.

@ Scanning your body for any signs of illness can continue to reinforce fears about ill

health.

@ Sometimes walking in ways that are designed to protect against pain and stiffness
actually worsens this by creating additional stresses on your body. Holding your

muscles stiffly can lead to pulled muscles or cramps.

@ Only going out with someone else ‘just in case’ you become ill. This teaches you the

unhelpful rule that you can only cope with additional support.

@ Taking a mobile phone because of anxious fears that you may need to call for help

if you become ill.
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@ Using inhalers or tablets such as an anti-angina tablet or painkillers in a way they
were not prescribed. For example, taking them before exercise even though this was
not suggested or recommended to you.

@ Walking slower or exercising less than usual as a result of health fears.

@ Measuring your pulse to check it is strong and regular. Other ways of checking how
you are can include looking in the mirror, feeling for lumps, etc.

@ Doing daily health checks such as your blood pressure, temperature and pulse rate.
@ Going to the doctor over aches or pains that have been investigated fully before.
@ Asking for reassurance from others about how you look.

@ Spending time either paying special attention to news items or information about
health, or trying to avoid it altogether. Your aim should be a healthy balance here.

@ Selectively listening to what other people say and picking out any small thing that
might just relate to your health.

@ Expecting others to do things for you that you are capable of doing yourself.

® Walking with a stick or using a wheelchair can sometimes add to difficulties. If
possible, plan to reduce such aids unless advised otherwise by your healthcare
practitioner. Specialist advice is sensible here.

You can use the same plans that you find in the Toolbox to slowly reduce these. Learn
from Jane's approach of having short-, medium- and longer-term goals, and try to do
this in a paced way.

My current goal

You can get additional help and support in problem solving at
www.livinglifetothefull.com
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My notes
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Noticing and changing unhelpful thinking

SECTION 17: Introduction

Symptoms can bring with them many frustrations, doubts and fears. If symptoms go
on for some time you may begin to feel ground down by them.As a result your thinking
can change. For example, you may start to experience unhelpful thoughts about:

@ Your symptoms.
® Your current situation.
® Your future outlook.

® Those around you, including your family and friends, and your healthcare
practitioners.

If your symptoms have continued in spite of medical consultations, it is not uncommon
to feel frustrated, angry with, or misunderstood by doctors. You may also feel that your
family and friends offer you less support than they did at first. To find out more about
your responses to other people and their reactions towards you, see Workbook 3 and
Toolbox E.

In this workbook you will learn about:

Noticing your thinking.

Considering the unhelpful effect of some of these thoughts.
How to question and change these thoughts.

How to put what you've learned into practice.

You are more prone to unhelpful thinking when you feel sore, tired
or upset.

Unhelpful thinking styles

The first step in changing unhelpful thinking is to start noticing how common it is in
your own life. Often when you feel an emotion, it is linked to an unhelpful thought.
However, being aware of your thinking doesn’t mean that:

@ You think like this all the time.

® You have to notice all of the unhelpful thinking styles.
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Checklist of unhelpful thinking styles

to normal

Unhelpful Some typical thoughts Tick if you have
thinking style noticed this
thinking style
recently
Putting a | see things through dark-tinted glasses [l
negative slan‘F O || see the glass as being half empty rather than half full O
things (negative
mental filter) Whatever I've done in the week it’s never enough to give O
me a sense of achievement
| tend to focus on the bad side of everyday situations O
Jump to the | tend to predict that the very worst outcome will happen O
worst conclusion .
I to coll U
(catastrophising) M £0INg 10 CO7aps¢
I'm going to end up in a wheelchair or worse O
Having a | tend to predict that things will go wrong O
iﬁi??&fg If one thing goes wrong | often predict that everything will O
_ g0 wrong
(make negative
predictions) I'm always looking for the next thing to fail O
This is all hopeless, there’s no point U
Putting myself | I'm very self-critical L
down (bias | overlook my strengths O
against myself)
| see myself as not coping U
I don’t recognise my achievements 0
Other people would cope better than me with this O
Negative view | mind-read what others think of me O
abﬁut how | often think that others don’t like me/think badly of me U
ot €15 seeme without evidence
(mind-reading)
Bearing all I think I should take the blame if things go wrong O
responsibility I've brought this on myself. It's all my fault O
I think I'm responsible for everyone else O
Making extreme || use the words ‘always’ and ‘never’ a lot to summarise things 0
statements/rules | ¢ o paq thing happens to me | often say ‘Just typical’ O
because it seems this always happens
I make myself a lot of ‘must’, ‘should’, ‘ought’ or ‘got to’ O
rules
| should just be able to put all this behind me and return 0

152
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Often you believe these thoughts just because they ‘feel’ true and
because of how you're feeling. You may forget to check out how true
these thoughts actually are.

Why can extreme thinking be unhelpful?

Surveys show that everyone thinks like this sometimes. Usually you are able to ignore
it but there are times when you can't. This can particularly affect you when you are
unwell, making you notice and dwell on the thoughts more.

What you think can be very powerful — it affects how you feel and what you do. There
are three important impacts of your thoughts, as shown below.

Changes in symptoms
Symptoms can get worse

Unhelpful feelings
You may feel more down, guilty, upset,
anxious, ashamed, stressed or angry

Unhelpful thinking Unhelpful behaviour changes
causes You may stop or reduce what you
normally do or start to avoid things
that worry you or cause stress. On
the other hand, you may start to act
in ways that seem to help but which
end up backfiring and worsen how
you feel in the longer term

\

Q These unhelpful thinking styles show the main ways that thinking
can become extreme and unhelpful. Extreme thinking is unhelpful

because it can worsen how you feel emotionally, alter your
symptoms and unhelpfully alter what you do.

(S

Images

People often think in pictures or images. Images are a form of thought and may be
‘still’ images (like a photograph), or are moving (like a video). Images may be in black
and white or may be in colour. They may include:

@ Predictions of bad things happening in the future: for example being totally disabled
or even dying.
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® Memories of past events, for example images of a situation which didn’t go well.

@ Thoughts about how your body is working (for example images of what you think
may be happening to your hearts, lungs, muscles or liver).

@ Images about how others will react, for example mind-reading that others don't
understand or really believe you and having a picture in your head of their faces.

In summary, images can also show any of the unhelpful thinking styles.

The next step is to practise ways of noticing extreme and unhelpful thinking.To do this,
you will need to act like a thought detective by carrying out a thought investigation
of the times when your feelings or symptoms alter.
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SECTION 2: Completing a thought
investigation

\
Q In order to identify extreme or unhelpful thinking, try to watch
for times when you suddenly feel worse (e.g. some symptoms feel

worse, you feel sadder, or more anxious, upset or angry). Then ask
‘What went through my mind then’.

-

Act like a detective

The questions on the following pages will help you begin to work out how extreme
thinking may affect how you feel and what you do.Try to act like a detective to piece
together bit by bit the factors that led up to you feeling worse.

For this you first need to think yourself back into the situation when you felt worse. Try
to slow down as you think back through the situation so that you can be as accurate
as possible in your thought investigation. Second, try to stop, think and reflect as
you consider the five different areas that can be affected. Now read this example of
Caroline examining a time when she felt worse.
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Example: Caroline’s thought investigation of a time
she had felt worse

Caroline has had symptoms for four years and over this time she has found ways to
help her live with most of these. She tries very hard not to let symptoms interfere
with her life. People are amazed by how much she does. At certain times, however,
Caroline finds herself feeling really frustrated when things go wrong. Here is an
example of one of those times.

It was a lovely spring Tuesday morning and Caroline had woken up feeling that she
was going to have a good day. Once the children had gone to school she decided
to take the dog for a walk. She tried to do this most days at around 10 am unless
she woke up thinking it was going to be a bad day. She usually went to the local
park and walked the same route.

To begin with she enjoyed being out in the sunshine and felt happy. As she walked
she began to notice an ache in her leg around the knee. A few minutes later her leg
felt heavy and started to get weak. Caroline immediately felt frustrated as she had
been feeling good. She was angry that she wasn't going to complete her walk. She
decided to push on to her usual turning point. As she walked she began to speed
up and said to herself, ‘| must get to the turning point before my leg gives out.’ Her
breathing and heart rate became faster and she started feeling dizzy and began
to stagger but she was still determined to get there. She felt angry with herself
because this used to be so easy for her.

Caroline noticed people along the path and thought, ‘They are staring at me." She
was aware that by now she was staggering a lot and worried that ‘they think I'm
drunk’. She was also worried that 'l will fall over’. When Caroline finally got to the
tree she was exhausted and miserable. Her symptoms slowly wore off but she had
to sit down on the ground for some time before she could face the homeward
journey. When she got home she cancelled her plans for the afternoon and felt
disheartened.

When you first look at Caroline’s day it is difficult to imagine what she could have
done differently. She seems to be trying very hard and following advice to keep up with
her normal activities as best she can. Now you are going to look at her story in more
detail using the Five Areas Approach to see if Caroline could make any helpful changes.
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The following steps help Caroline investigate for herself the five areas that may be
linked to her upset. It helps to look in detail at:

@ The situation, relationship or practical problems that occurred.

® Symptoms.

Altered thinking (such as extreme or unhelpful thinking styles).

Altered behaviour (such as reduced activity or starting to do unhelpful behaviours)
that occurred.

o Altered feelings (also called moods or emotions).
You can look at these five areas in any order. Let's start with:

Area 1: Situation, relationship and practical problems (that is, the people and
events around you)

Caroline writes a brief summary of the time/place, the people and the events happening
when she begins to feel worse

Life situation, relationships and practical problems

Lovely sunny Tuesday morning, it's 10 am, walking the dog in the park, alone

Symptoms

Feelings W ( Thinking

»

11
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Area 2: Symptoms
Next let's look at how Caroline felt physically and fill this in on her Five Areas diagram.

Life situation, relationships and practical problems

Lovely sunny Tuesday morning, it's 10 am, walking the dog in the park, alone

Symptoms
Leg aches around
the knee, leg feeling
heavy and weak.
Dizziness and
staggering

Feelings W Thinking

Y
Behaviour

Y
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Area 3: Altered thinking

People are all different when it comes to how aware they are of their thoughts when
they feel worse.This may be because the symptoms often overwhelm people’s thoughts.
In Caroline’s case it was only later, when talking to her husband, that she realised that
her frustration was made worse by the thought ‘| must get to the turning point” and
the thought ‘or | will have failed’ (an example of making extreme statements/rules).
Caroline feared that people in the park would ‘think I'm drunk’ — an example of mind-
reading. Caroline’s husband asked her why she had pushed on but she couldn’t really
explain to him other than she thought she must reach the turning point or else she
would have failed in some way (bias against herself).

Let’s add these thoughts to Caroline’s Five Areas diagram.

Life situation, relationships and practical problems

Lovely sunny Tuesday morning, it's 10 am, walking the dog in the park, alone

Symptoms
Leg aches around
the knee, leg feeling
heavy and weak.
Dizziness and
staggering

A

Thinking
| must get to the
turning point or
I'll have failed.
They're staring at me,
they think I'm drunk.
I'll fall over

Feelings W

Y
Behaviour
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Area 4: Behaviour

Reading this example you can see how Caroline’s symptoms and thoughts altered how
she reacted. When she first noticed the symptoms she set herself a target that she
must get to the turning point. She speeded up her walking pace and at the same time
began to feel more and more upset as she began to struggle to get there. She ignored
her worsening symptoms and fixed all her attention on getting to her target. Let’s also
add these in to her Five Areas diagram.

Life situation, relationships and practical problems

Lovely sunny Tuesday morning, it’s 10 am, walking the dog in the park, alone

Symptoms
Leg aches around
the knee, leg feeling
heavy and weak.
Dizziness and

staggering

me, they think I'm
drunk. I'll fall over

Feelings Thinking
| must get to the
turning point or
> I'll have failed.
L They're staring at

Y
Behaviour
Focusing
everything on getting
to turning point.
Walking much faster.
Ignoring symptoms.
Sitting on ground
exhausted afterwards
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Area 5: Altered feelings emotions

Caroline had a number of feelings during her morning. She had initially really enjoyed
her walk and it was a lovely sunny day. Once her symptoms began she felt increasingly
frustrated and angry. She was worried about others’ opinions of her. By the end she felt
quite miserable and disheartened. You can now fill in your final box.

Life situation, relationships and practical problems

Lovely sunny Tuesday morning, it's 10 am, walking the dog in the park, alone

Symptoms
Leg aches around
the knee, leg feeling
heavy and weak.
Dizziness and

staggering
A
Feelings N 4 Thinking
Frustrated. | must get to the
Angry. turning point or
Shame/ < > I'll have failed.
embarrassment. They're staring at
Miserable me, they think I'm
drunk. I'll fall over
J -
A4
Behaviour
Focusing

everything on getting
to turning point.
Walking much faster.
Ignoring symptoms.
Sitting on ground
exhausted afterwards

Caroline reflects on her thoughts. The thought that upset her most is: | must get to
the turning point or I’ll have failed. This thought is the key thought as it is the key to
understanding why Caroline felt worse.

Look back at Caroline’s last diagram. Consider the links between each of the areas:
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When Caroline began walking faster and ignored her
symptoms —what impact might this behaviour have had on
worsening how she felt?

@ What factors drove her to press on regardless?

What could she try to change in the future to make things
@ better?
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SECTION 3: Completing your own
thought investigation

Now you have an opportunity for yourself to play thought detective, by looking in
detail at a specific time when you have felt worse.

Step 1: Think in detail about a specific time recently when
you have felt worse

Think in detail:

Where am I?

What am | doing?

Consider:

The time: What time of day is it?

The place: Where am 1?

The people: Who is present. Who am | with?

The events: What has been said?/What events have occurred?

Step 2: Identify your key thought: what went through your
mind at this time?

Some people find it easy to be aware of their own thoughts. However, it is quite
common for people to find that it can be quite hard to notice their thoughts to
begin with.

The following questions can help you identify your thoughts.
Were there any thoughts about:

® Yourself/how you are coping?
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® The worst thing that could happen?

@ How others see you?

@ Your own body, behaviour or performance?
® Any painful memories from the past?

e Did you notice any images or pictures in your mind? (Images are an important type
of thought and can have a powerful impact on how you feel).

With practice, most people find that a number of different thoughts may be present
at times when they feel worse. Choose the thought that is upsetting you the most, your
key thought.

Write any thoughts you noticed here:

Write down your key thought here:

@ Overall, how much did you believe the key thought at that
time?

Make a cross on the line below to record how much you believed the thought.

Not at all Completely
believed believed

0% 50% 100%

Knowing how much you believe the thought is useful; later in the workbook you will
have a chance to challenge your belief in the thought.

Step 3: Does the key thought show one of the unhelpful
thinking styles?

Everyone notices extreme and unhelpful thoughts from time to time. These sorts of
thoughts can backfire and worsen how you feel. They are often present at times when

you are struggling. Such thoughts are described as unhelpful thinking styles. Read
through the list and select those unhelpful thinking styles that were present.
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negative slant on
things (negative
mental filter)

Unhelpful Some typical thoughts Tick if you thought like

thinking style this at the time your
mood altered

Putting a Am | focusing on the

bad in situations?

| see things through dark-tinted glasses |
| see the glass as being half empty rather than half O
full

Whatever I've done in the week it's never enough ]
to give me a sense of achievement

I tend to focus on the bad side of everyday O

situations

Jump to the
worst conclusion
(catastrophising)

Am | jumping to the
very worst conclusion?

I tend to predict that the very worst outcome will 0
happen
I often think that | will fail badly U

Having a
gloomy view
of the future
(make negative
predictions)

Am | making negative
predictions about the
future?

I think that things will stay bad or get even worse |
I tend to predict that things will go wrong O
If one thing goes wrong | often predict that O
everything will go wrong

I'm always looking for the next thing to fail O

Putting myself
down (bias
against myself)

Am | being my own
worst critic?

I'm very self-critical U
I overlook my strengths. O
| see myself as not coping 0
I don’t recognise my achievements 0
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Unhelpful
thinking style

Some typical thoughts

Tick if you thought like
this at the time your
mood altered

Negative view
about how
others see me
(mind-reading)

Am | second-guessing
that others see me
badly without actually
checking if it’s actually
true?

| mind-read what others think of me ]
| often think that others don't like me/think badly O
of me without evidence

Others don't believe that I'm ill O

Bearing all
responsibility

Am | taking unfair
responsibility for things
that aren’t really my
fault/taking all the
blame?

I think I should take the blame if things go wrong ]
| feel guilty about things that are not really my |
fault

I think I’'m responsible for everyone else O

Making extreme
statements/rules

Am | using unhelpful
must/should/ought/got
to statements? (making
extreme statements
or setting impossible

standards)?
I use the words ‘always’ and ‘never’ a lot to |
summarise things
If one bad thing happens to me | often say ‘Just O
typical’ because it seems this always happens
I make myself a lot of ‘must’, ‘should’, ‘ought’ or |

‘got to’ rules

Choice point

If the thought doesn’t show one of the unhelpful thinking styles then you can stop
here. If so, look back at any other thoughts you noticed at the time — do any of them
show an unhelpful thinking style? If so, they might be a good choice as a key thought.
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Step 4: How does this key thought affect you?

Does it worsen how you feel and unhelpfully alter what you do?

1. The impact of the immediate thoughts on your emotions

Unhelpful thinking can unhelpfully change how you feel so that you may become
disheartened, anxious, angry or demoralised.

What you think can worsen how you feel emotionally.

Unhelpful thinkihng ———————» Worsened mood

What was the impact of the immediate thoughts on how you
felt emotionally at the time?

Helpful [ Unhelpful [J

2. The impact of the immediate thoughts on your behaviour
What you think can affect what you do.
Unhelpful thinking ——————— Reduced/avoided activity or unhelpful behaviours

Consider the impact of your key thought on your behaviour and how this affected you
and others.

Reduced activity

Did it cause me to stop/reduce doing something Yes [] No [
I was forced to rest and change my plans for the next few days Yes [] No []
Avoidance

Did it cause me to avoid any situations Yes [] No [
Did it cause me to avoid talking to or meeting anyone Yes [] No [J
Did | avoid doing a planned activity as a result Yes [] No [

Unhelpful behaviours: consider the impact on your symptoms, feelings and on your
relationships in both the short and longer term

| put 110 per cent of my energy into what | was doing Yes [] No [
| kept asking for reassurance from others (e.g. family/friends/ Yes [J No [
internet chat room, etc.)

| was irritable and pushed people away Yes [] No [
| stopped everything (e.g. went to bed and stayed there) Yes [J No O
| did something that set me up to fail Yes [] No []
| started checking myself over physically Yes [] No [
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time your mood altered?

| did something that set me up to be let down or rejected Yes [] No [

| contacted the doctor/hospital when past experience told me | | Yes [ No [

really didn’t need to

I misused my tablets (e.g. by taking an extra dose that wasn't Yes [] No [
prescribed)

I had a drink to block how | felt or to help me relax Yes [] No [

| looked up my symptoms on the internet/in a book Yes [] No []
Other:

Write any other altered behaviour you did here:

What was the impact of the key thought on what you did at the | Helpful(J | Unhelpful (]

Summary

Having answered these questions, what was the consequence of any altered

behaviour you made?

e Did reduced activity prevent you from doing something that you had planned

to do?

e Did avoidance lead you to restrict your life or undermine your confidence?
e Did unhelpful behaviours end up backfiring or worsening how you or others

feel?

e Finally, did believing the thought prevent you from doing something helpful —

like going out/staying active?

3. The impact of the immediate thoughts on your symptoms

Unhelpful thinking can make you focus more on your symptoms and can set off cycles

of worry which make you feel worse.

What you think can worsen how you feel physically.

Unhelpful thinking ———» Worsened symptoms

@ What was the impact of the key thought on your symptoms?

Helpful (I Unhelpful J  Unsure [J
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Overall, did the key thought have an unhelpful effect on you?
@ Yes ] No [

If you answered Yes to this question, go to Step 5. Otherwise, keep reading!

If a thought shows one of the unhelpful thinking styles, and also has an unhelpful
impact on you, then you have identified an example of an extreme and unhelpful
thought. These are the sorts of thoughts that you will learn to challenge in the next
section (‘Changing unhelpful thinking’).

Step 5: Stop, think and reflect on the key thought

Simply noticing the key thought and becoming aware of its effects may be enough.

@ Try to label the key thought as just another of those extreme and unhelpful
thoughts. These are just a part of what happens to most people in times of upset.

® Allow the thought to ‘just be’. Try to take a step back from the thought as if
observing it from a distance. Move your mind on to other more helpful things such
as the future or recent achievements.

@ Move on. Make an active choice to stay active/face any unhelpful fears/choose to

react helpfully rather than unhelpfully.

Summary of my thought investigation of a time when my mood changed
Now that you have finished, re-read your answers in your thought investigation.

The whole process is summarised in the Toolbox (p. 291).

Sometimes people find that when they start noticing their thoughts,
they end up thinking about them a lot of the time. If this is the case
for you then allowing the thoughts just ‘to be’ is an important step.

Choice point
If the approach is helpful, then you can stop here. If you find you are still upset by the
key thought, go to Section 4.

If you have decided to stop here it might be important to spend time being aware of
any unhelpful thoughts you might have, before moving on. This could become your
current goal for the next few days. If you intend to move on, you can set your goal at
the end of the workbook.
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My current goal

Perfectionism: the harsh task master

For many people with functional neurological symptoms, perfectionism and high
standards are a key issue. You may have noticed already even in completing the
workbooks that worries creep in about how well you are completing the tasks/
questions, etc.

There are many benefits to being someone with high standards:

@ You may produce high-quality work.

@ Others may admire the things you do and the standard of your work.
@ Doing things well can be rewarding.

However, many people with very high standards can find that these backfire at times.
This can be especially the case when they are struggling to cope because of their
symptomes. For example:

e If you are driven by should/must/ought rules then you may have some immediate
satisfaction on completing things. However, many people find that this is forgotten
fairly quickly and then start looking for the next thing to do.

® Because there is a pressure to do things very well, the person may feel constantly
stressed as they do their work. You can become worried by the thought of failure.

® Some tasks may take longer and require more effort as you constantly try to get
things ‘just right'. For example, painting a room can become a nightmare if every
hair from the paintbrush has to be removed and every surface made absolutely
smooth. It becomes impossible to enjoy things and feel a sense of achievement or
pleasure in things as a result.

@ The resulting behaviour can be frustrating for others. People with high standards can
sometimes be frustrating to other people, and can even become annoying if they
try to foist their standards onto everyone else.

This idea of high standards can also become a yardstick against which you judge
yourself. If for example you find you struggle to achieve these standards then you can
end up judging yourself as a failure. These sorts of black and white thoughts can make
you feel as if you are not coping.
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Look back at the example of Caroline on page 159. She overly pushes herself to meet
goals that are unrealistic and unnecessary (‘| must reach the turning point or I'll
have failed’). You can find out ways of overcoming perfectionism in Section 4 of this
workbook.

Some common difficulties
Some ways of dealing with unhelpful thoughts don't work.

1. Trying hard not to think about things

Because worrying thoughts focus on topics that are distressing you may try hard not
to think about the thoughts. Remember your white polar bear —is this an effective
strategy?

For many people, trying hard to ignore their upsetting thoughts and not think about
them doesn’t work and may actually worsen the problem. This can be mentally
exhausting.

Do I end up putting a lot of mental effort into trying hard not
@ to think the upsetting thoughts?

Yes ] No []

If I try not to think the thoughts, does it work?
@ Yes ] No [

2. Rumination: going over the same things again and again in your mind

A second common response is to try to think your way out of the situation by over-
analysing any concerns in great detail. The result is that the same spirals of thoughts
go round and round in your head. However, this approach also isn't usually effective. It
is far more effective to just let the thoughts be and accept that you have these worries
and that you cannot think your way through them.

3. Catastrophising — imagining the very worst

It is common to develop fears about your symptoms and how they might make you
look or behave in public. For example, you can worry about looking odd, falling over or
dropping something. It is important to remember that sometimes these things may
actually happen but they are not necessarily as catastrophic as you imagine them to
be. Therefore it's really important not to let the catastrophic thoughts you have limit
what you do.
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Misinterpretation of symptoms

Sometimes people can become overly sensitive to illness and misinterpret everyday
symptoms as being evidence of serious disease. For example, someone like Patrick who
has heart disease may pay special attention to quite normal variations in his heart rate.
He becomes scared of doing things that raise his heart rate just in case it is dangerous.
This is not to say that someone in that situation should exercise a lot. However, it
raises the possibility that you can sometimes be overly protective of yourself. To make
a decision about the right balance of activity, seek clear advice from doctors and
healthcare practitioners that is based on their professional assessment of your current
physical state. Problems arise when people either ignore this and overdo things, or
become overly aware of illness and avoid doing anything at all.

How does this situation arise?

We've already discussed this in Workbook 3 but it will be helpful to read the explanation
again. Have you changed where you live recently or do you know of anyone who has?
Think about that experience. As someone looks to buy or rent a flat or house, they
suddenly begin to notice that there are a lot of houses advertised wherever they go.
Similarly when someone changes their car they find that everyone is now driving the
same model! The key point is that you become very aware of things that are relevent
to you at the time. This applies to flats, houses and cars. It also applies to physical
health symptoms and health-related information. When people are worried about
illness and its consequences, they tend to watch out for information or symptoms that
are relevant to them. This especially applies to anything that might feel threatening
or scary.

For example, if you have rheumatoid arthritis, you are more likely to pay attention
to newspaper or television reports about new treatments of this disease. The same
principle applies to how you scan and pay special attention to particular scary physical
symptoms that seem particularly threatening. Patrick has had a previous heart attack.
He is therefore more likely to pay special attention to the speed of his pulse, and to
any twinges of pain in his chest — whatever the cause. Of course in moderation this is
sensible, however, it can backfire if it leads him to become so anxious about his pulse
that he is taking it all the time. When taken to such an extreme extent, Patrick may
find that he is unable to do any exercise at all, even though physically it might be
completely safe (and actually recommended as part of his heart recovery programme).

These responses occur in everyone. For example:

® large screening programs by occupational health departments often pick up
possible problems such as high blood pressure (hypertension) or abnormal ECG
heart tracing results. Those people are then referred on for a specialist assessment
‘just to be sure’. Most of those people are then given a clean bill of health. However,
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in spite of this they are more likely to feel unwell than before the tests were done in
the first place. The health ‘scare’ has upset them. Even though they are not ill, they
feel worse than before.

@ Medical students often visit the doctor with health concerns about the area of
health that they are studying at the time. For example, they are more prone to
present with bowel symptoms shortly after learning about all the different diseases
that affect the bowel.

This process of selectively focusing on symptoms and misinterpreting normal sensations
as signs of illness can occur in everyone. The two examples show how common milder
health anxieties are. The health fears usually fall away quite quickly over a period of
weeks or months. Health fears can occur alongside physical disease or in its absence.
The latter situation is called health anxiety. Section 4 deals with this in more detail,
including using thought investigation.

\

Q Noticing changes in how you feel can be a helpful way of identifying
extreme and unhelpful thinking.

If a thought shows one or more of the unhelpful thinking styles, and
has an unhelpful impact on how you feel or what you do, then you
have identified an example of an extreme and an unhelpful thought.
These are the sort of thoughts that will be the focus for change in
the next section of the workbook.

With regular use you may come to realise that even in different
situations you tend to have the same style of unhelpful thoughts.
You can learn more about this in the next section.

(S

In Section 4, you will learn about how to begin to challenge extreme and unhelpful
thinking. For the time being, try to get used to carrying out a thought investigation.
There is a blank Five Areas assessment diagram in Toolbox E, on page 292, for you to
photocopy and use as many times as you like. Once you feel confident in doing this,
you should move on to the next section on changing unhelpful thinking.
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SECTION 4: Changing unhelpful
thinking

The following skills aim to help you to begin questioning the stream of extreme and
unhelpful thoughts that ‘pop’ into the mind through the day. In times when you feel
worse, these unhelpful thinking styles come to mind more often than usual, and are
more likely to be believed.

Examples of extreme and unhelpful thoughts include:

® 'I'm going to have to rest or | will make myself worse.’

® ‘I'll never get better.’

® 'It's been a terrible week.’

e 'If I don't sit down now, | will fall over.’

@ ‘Nothing | do is going to make any difference to this.’

® ‘Here we go again. If my headache is here, my other symptoms are sure to follow.’
@ ‘I should just be able to put all this behind me and return to normal.’

At the moment it is likely that when you notice thoughts like these you often tend
to accept that they are true. You may notice that they are easier to believe when you
feel worse.

One effective way to improve how you feel is to practise skills of how to challenge
these thoughts. As you become better at this, you will find you are able to challenge
the thoughts at more difficult times.

You have already practised how to identify extreme and unhelpful key thoughts in
Section 2 of the workbook. The next stage is to use a three-point plan to bring about
change:

1 Question the helpfulness and accuracy of the key thought(s).
2 Come to a balanced conclusion about the key thought(s).
3 Experiment: Apply the balanced conclusion to what you do.

This thought challenge approach of identify, question, conclude and apply can help
you begin to change unhelpful thinking.
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Don't choose thoughts like ‘'l am ...",'People are ..." or ‘The world is ...’
for the time being as these thoughts are harder to tackle at first.

So how could things be different?

Initially it looks like Caroline could do nothing to change the situation. But, as you
saw in Section 1, how people think can really make a difference to what happens.
Looking more closely at her thought investigation, if Caroline could have changed her
key thought this might have affected her behaviour, symptoms and feelings.

Imagine if she had been kinder to herself and hadn't been driven on by her should/must/
ought rules she may have set herself an easier target or allowed herself to stop and
rest. By doing this her symptoms might not have become so extreme and she would
have been less upset. Choosing to take control over such a distressing situation can
boost confidence and create a sense of achievement. This may seem straightforward
but can take time to master in practice. You will learn more about how to do this in
the rest of this workbook.

This thought flashcard has been designed to help you to practise this process of
carrying out a thought investigation whenever you feel worse. The thought flashcard is
available in Toolbox E (p. 293).

Getting the most from the thought flashcard of a time when you feel worse.

* With practice you will find it easier to identify your own extreme and unhelpful
thinking.

* Try to fill the flashcard in as soon as possible after you notice the change.

* If you cannot fill it in immediately, try to think yourself back into the situation
so that you are as clear as possible in your answer.

Step 6: Reflect on the key thought in more detail

It's easy to believe the worst when people are upset.

Question the thought — don't just accept it. For example, is there anything to make
Caroline think her key thought ‘| must get to the turning point or I'll have failed’ is
incorrect?

You might find it helpful to imagine you are in a courtroom demanding answers of the
thought. Here is how Caroline did it.
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@

W@/M[héwe toﬂ%toﬂwmwwuwmﬁ
#Zhaﬂln’tjo%thwewvuldt/mhm made Wa]%w'éwe?

Caroline uses the seven key thought challenge questions — the questions the key
thought doesn’t want her to ask:

® What would | tell a friend who said the same thing?

@

Z%tﬂmﬂwmdmwwﬂkﬁep@ on top of her WWMW
thehommderW - Mﬂmf;?: W%ﬂvﬁz}m’tm
wnportant.

o If I wasn't feeling like this what would | say?

@

| Z%:@MWWWWWMOWWWK%WW&fW&

e Am | basing this on how | feel rather than the facts?

@

Y%ijaé@ﬁrawakwyd@kmm[wm%mtodoa
year ago.

® What would other people say? Have | heard different opinions from others about
the same thought?
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@

Everyone close to me, es, hustand says I do a great job; no one has
toid);mlmafame WW % 7

® Am | looking at the whole picture? Are there any other ways of explaining the
situation that are more accurate?

@

I discounted the bits WWWWé&,%ﬁW%M@:@Mﬂ
and enfoying the %MHZ}W walk. ‘

® What would | say about this looking back in six months time?

@

W@M}M%AWWWWWWW)/WWWWQ
rmyowwﬁded@/

® Do | apply one set of standards to myself and another to others?

Definitety.
In the same way, you may find it helpful to come up with a new balanced and helpful
conclusion based upon your answers to these questions. Caroline’s is given below.

@ Example: Caroline’s balanced conclusion

#[Wnt ot to the turns W&fwvwlaén%h«mm«dewa Alure and
y‘[dptWWW[ nothave ended up in bed in the

Re-rate your belief in the key thought

Not at all % 80% Compl.etely
believed
0% 100%

If you find this approach helpful, then you can stop here. But if are you still upset by
the thought go to step 7. Caroline decides to move on to step 7.
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Step 7: Experiment: act against the original key thought

It is important to decide not to be pushed around by the unhelpful thought. A good
way of doing this is:

1 Let it be — choose not to turn it over again and again.

| Ijmmtommmmﬂ%tod@/beWW.

2 Choose to act against the unhelpful thought. For example, if the thought says to
you ‘Don’t go to the meal, you won't enjoy it' — then go to the meal. If it says to
you ‘Nobody wants to talk to you’ — then choose to talk to someone and see how
they react. If it says ‘You can only cope if you stay in bed or stop all activities’ then
choose not to stay in bed and stop everything — but instead respond more helpfully.

One powerful action you can do to test the helpfulness and accuracy of the balanced
conclusion is to act on the balanced conclusion, believing it to be true, and see what
happens. This may mean choosing to do the reverse of what the immediate thought
may be telling you. What test (s) could Caroline set up? Look at her plan below.

Example: Caroline’s plan for putting her balanced
conclusion into practice

Z’leakeaét)x%cyftherea&omw}m m%afwwemkefp&twkhw
MWWWWEM.IWWMWW,ﬂWW
fMW@/pf[fﬁ&VWﬂWW&yﬂfWe,

%)
The next time Zﬂofm/a méklwm’t;e{'m/vw?‘a mrje{'ofjeﬁ-p'nﬂ to my

usual turni nt; instead T make a walk,
at the :cen% % Wk and I'U rW%?%MW
Having deﬁw&te set un stone theﬁjMfwﬁ me up toﬁu)[.
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\

By far the best evidence for or against a thought is found through
looking at the consequences of what happens when you choose to
act or not act on it. Reinforce your balanced conclusions by acting
on them. Undermine your extreme and unhelpful thoughts by acting
against them.

Experiment: putting the balanced conclusion into

practice

You are asked to a party. Your initial reaction is to say no as a result of an immediate
thought: ‘I won't enjoy it". Try to act against this thought (by going to the party)
in order to test out whether it is true. You may well find that the party goes better
than you predicted and that you do enjoy it at least a little.

Write your plans here:

To undermine the immediate extreme and unhelpful thought:

To reinforce my new balanced conclusion:

Have | created a plan to put my balanced conclusion into practice?

Yes[] No [

Note: It may take time to build your confidence in this. The workbooks on
overcoming avoidance, reduced activity and unhelpful behaviours may help you
plan ways of slowly making these changes at a pace that you can cope with.

\

Acting against your extreme and unhelpful thoughts will help
L ~ undermine them.
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The impact of balanced thoughts

The purpose of showing you Caroline’s example was to try to illustrate the process of
challenging extreme and unhelpful thoughts. By asking the series of questions, Caroline
was able to begin to produce an alternative conclusion that was:

1 Helpful.
2 More balanced and true.
And she was able to change what she did (her behaviour) as a result.

You will now have the opportunity to practise these skills for yourself on one of your
own extreme and unhelpful thoughts.
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SECTION 5: Practice changing my key
thought

Step 6: Reflect on the key thought in more detail

It's easy to believe the worst when you are upset. Look back to page 163 to identify
your key thought.

Question the thought — don't just accept it. Is there anything to make you think the
key thought is incorrect? You might find it helpful to imagine you are in a courtroom
demanding answers of the thought. Write in your own answers to these questions
here:

Use the seven key thought challenge questions — the questions the key thought
doesn’t want you to ask:

® What would | tell a friend who said the same thing?

o If I wasn't feeling like this what would | say?

® Am | basing this on how | feel rather than the facts?

® What would other people say? Have | heard different opinions from others about
the same thought?
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® Am | looking at the whole picture? Are there any other ways of explaining the
situation that are more accurate?

® What would | say about this looking back in six months time?

@ Do | apply one set of standards to myself and another to others?

You may find it helpful to come up with a new balanced and helpful conclusion
based upon your answers to these questions.

My balanced conclusion:

Like a celebrity, key thoughts love attention. It’s just not worth your attention. Allow
it to just be.

Re-rate your belief in the key thought

Completely
Not at all believed
(0%) (100%)

The series of questions that you have answered have helped you to stop, think and
reflect on your immediate thought in a structured way. Look at the rating of the
amount you believe the immediate extreme and unhelpful thought before and after
this questioning process. If the amount you believe the original extreme thought has
dropped, this is a sign that you have been able (at least in part) to challenge the
thought.

If this proved difficult, don’t give up. It takes time to learn how to effectively question
and challenge extreme and unhelpful thoughts. It may be difficult at first to break the
habit of extreme and unhelpful thinking, particularly if you have been coping with
symptoms for some time. Keep trying though, and you will find that it becomes easier.
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If this approach helps, then you can stop here. If you find you are still upset by the
thought go to step 7.

Step 7: Experiment: act against the original key thought

It is important to decide not to be pushed around by the negative thought. A good
way of doing this is:

1 Letit be — choose not to turn it over again and again.

2 Choose to act against the unhelpful thought.

Putting the balanced conclusion into practice

One helpful approach to find out whether the new balanced conclusion is true and
helpful is to set up a test to see if it is true in practice. Having already looked at
Caroline’s example, what test(s) could you set up?

One powerful action you can do to test the helpfulness and accuracy of the balanced
conclusion is to act on the balanced conclusion, believing it to be true, and see what
happens. This may mean choosing to do the reverse of what the immediate thought
may be telling you.

\

By far the best evidence for or against a thought is found through
looking at the consequences of what happens when you choose to
act or not act on it. Reinforce your balanced conclusions by acting
on them. Undermine your extreme and unhelpful thoughts by acting
against them.

-

My plan for putting my balanced conclusion into practice
1 To undermine the immediate extreme and unhelpful thought:

2 To reinforce my new balanced conclusion:
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Have you created a plan to put your balanced conclusion into practice?

Yes ] No[]

Summary

The questions you have worked through can be applied to any extreme and
unhelpful thoughts that result in you feeling worse. By examining, questioning
and challenging these thoughts, you will begin to change the way you see yourself,
your current situation and the future.

\

Q + Begin to pay attention to, and to challenge, any extreme and
unhelpful thoughts.

* Your extreme and unhelpful thoughts will slowly change as you
begin to challenge them in a regular way. By continuing to do this,
you will develop more balanced, moderate and helpful thinking.

-

A thought flashcard, which brings together all the steps you have practised in this
workbook, has been developed to allow you to practise identifying and then challenging
extreme and unhelpful thoughts. You will find the flashcard in Toolbox E, page 293.You
can tear this out or photocopy it if you wish, along with the Five Areas assessment
diagram. Try to carry these around with you in order to help you to identify and
challenge any extreme and unhelpful thoughts. With practice, you will find that it
becomes easier to do this and you will be able to develop more balanced, moderate
and helpful thinking. You can also download it for free from www.fiveareas.com.

Other helpful things to try

Don’t let your thoughts push you around

Letting yourself be pushed around by worrying thoughts reduces anxiety in the
short term but it just keeps them coming back. In fact, the more attention you give
them, the more they return. However, if you find ways to resist them you find that
they become less important. You can even increase your self-confidence through
resisting them.
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This might sound a bit simple, however if it were that simple you would have already
stopped worrying. It's important not to feel too defeated; worrying thoughts squeeze
out any helpful thoughts and you forget that you have coped with difficult situations
in the past. Once a period of acute stress and worry is over you should go through
the thought challenge worksheet and try to question the thought. In the beginning,
it's important to do this when you feel less stressed as worrying thoughts crowd out
everything else. The more you practise the quicker and easier this will become.

Perfectionism: go for grey

You might be someone who has always believed, no matter how well you've done, that
you could have done better. This results in the feeling of always having failed or never
being quite good enough. To overcome these black and white thinking styles you need
to try to aim for shades of grey. For example, as you saw with Caroline if her goal had
been different she could have deemed her walk a success. Naz has struggled to change
his perfectionist ideas, he believed that being a young man but being unable to play
football made him a failure. When he made a conscious decision to get back to football
in small, planned steps he found he could.

It might be helpful for you to weigh up the advantages and disadvantages of
perfectionism if these affect you. It can be useful to write these down in two columns
on a blank piece of paper. If you find it hard to be objective ask someone who knows
you well to help.

Perfectionism can also stop you getting started on things because you fear you
won't meet your very high standards, so find it easier just not to start. If this type of
perfectionism has affected you in the past, or is currently an issue, then think about
how helpful this avoidance was. Having very high standards places undue stress on you,
and perfectionists usually find that the harder they try, the more their disappointment
increases.

Let upsetting thoughts ‘just be’

To help you allow the thoughts to ‘just be’try to actively bring on the unsettling thought
more than usual. Instead of trying hard not to think it, do the reverse. Deliberately bring
on the thought again and again. To help you do this, try the following:

® Write it down in detail again and again, thinking about it as you do so.

@ Speak out the thought in great detail, describing what would occur if the worst were
to happen. Consider recording this and playing it back again and again. Pay attention
to what you think and feel. Saying the thought or fear will not cause it to occur.

@ Asyou do so, be aware of any attempts to neutralise or ‘make good’ the thought,
such as making promises to yourself. Try to increase this for increasing lengths
of time.
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® The purpose of doing this is to realise that having the thought does not cause the
distressing events to occur. The thought is not as powerful as you think it is.

Eventually by doing this you will find that the thought makes you feel less and less
upset, and that these feelings last for shorter and shorter periods of time. Try to aim to
spend so much time with the thought that you become bored by it. The aim is to be able
to say to yourself, ‘It's just another of those extreme and unhelpful thoughts again.’
Notice it as if from a distance and then carry on with life.

A key target is therefore for you to aim to get used to the thoughts and become less
stressed about them. To illustrate this, imagine if a large bluebottle was in the same
room as you. If you run around trying unsuccessfully to catch it, this will only make it
more excited so that it buzzes around even more noisily than before. Sometimes the
best approach is just to ignore it and allow it to be. Although this does not remove
the bluebottle from the room, it causes a lot less problems. This is most successful in
overcoming this pattern of over-thinking. In the same way, if you notice that you tend
to go over things again and again in your mind:

@ Break the cycle — choose not to keep thinking the same old thoughts.

@ Again just allow the thoughts to be — with time they will lose their power.

Core beliefs

Everyone has core beliefs; they are how you make sense of the world and yourself. They
provide you with a shortcut in daily life. Imagine chatting to someone at a social event
and finding it quite awkward. This might trigger the core belief ‘Nobody likes me" and
use the difficult conversation as instant evidence to support this. It is a much quicker
way to make sense of the situation than to think through all the possibilities of why
this might be uncomfortable. It could be something to do with the other person; for
example, they may be tired, not very good at meeting new people or be distracted
by their own worries. Core beliefs can make us very critical of ourselves. You often
wouldn't be as judgemental about your worst enemy as you are about yourself.

How to spot that the thought you're trying to challenge might be a core belief

If you find a recurrent theme that underlies lots of your unhelpful thoughts, it is likely
to be a core belief. They don't just occur in relation to one situation or topic, they
pop up lots of times and will have done so throughout your life, maybe without you
realising. For example, Caroline felt a failure for not reaching the turning point. She
also remembered feeling the same way in the past when she was in bed for several
weeks. In fact, when Caroline really thought about it, she realised that since her early
teens she’d had similar thoughts about loads of different situations and life events.
Even when she got a good job she felt she should have had a job like that at a much
younger age.
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Core beliefs are not necessarily true but are very strong. They usually develop when
you are young and learning about the world and yourself. Caroline realises that she
often thinks of herself as a failure. She can relate this to when she was growing up.
Her older sister was exceptionally clever and also very sporty. Caroline grew up
believing that she would never be as good at anything as her sister. This led her to
ignore all the great things she did and consider herself a failure. Her core belief is
that she’s a failure and has to try twice as hard as everyone else to be successful.
As is common with core beliefs, other people would not see things the same way as
Caroline. They would never judge her to be a failure and, in fact, would be surprised
to find that she thought this way.

Q Core beliefs are your own very judgemental thoughts and they often
don't reflect reality.

Core beliefs are more difficult to challenge than other thoughts. If you think
you've found a core belief then you've done well to identify it and you can begin
to question how helpful this belief is to you in your life.

Techniques to challenge core beliefs

Usually to really get to challenge core beliefs you need to seek out a longer-term
course of expert delivered cognitive behavioural therapy (CBT). A list of accredited
CBT practitioners in the UK is available at www.babcp.com. The sort of work done
to alter core beliefs includes keeping a diary of evidence against your core belief and
weighing up the evidence gathered objectively. For example, Caroline easily overlooked
her success as a mother and other areas of her life when viewing herself as a complete
failure for not reaching the turning point.

You can also repeatedly question how helpful it has been in your life to hold a particular
belief, and write down your answers. Usually people find that holding a particular
core belief has been unhelpful at least sometimes in the past. At this point creating
a less extreme belief and testing out what others think can be useful. At the end of
completing these sorts of exercises some people might still have the thought ‘I know
all that but it still feels true’. These are beliefs that have been with people for a long
time and usually take time and work to change. Here, working with a CBT specialist
can be helpful. However, even raising your own awareness of the impact these beliefs
can have on your life can be helpful.
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SECTION 6: Summary

In this workbook you have:

@ Briefly reviewed how your thought investigation and thought change practice
went.

® Learned and practised how to challenge extreme and unhelpful thoughts.

o Developed balanced conclusions and created plans to put them into practice.

Putting into practice what you have learned

You have already begun to identify important changes in what you think and do. To
build on this use the two sides of the thought flashcards to help you go through the
process of identifying, questioning and challenging extreme and unhelpful thoughts
on four occasions when your mood alters during the next week.

If you have difficulties with this, don't worry. Just do what you can and discuss any
problems with your healthcare practitioner.

Once you have completed several flashcards over the next week, it is advisable to continue
practising this approach using the flashcards as prompts over a number of weeks. With
practice you will find that you become skilled at using this approach, and can begin to
identify and challenge extreme thoughts without the help of the worksheet.

My current goal

How will you build on what you have learnt in this workbook?

You can get additional help and support in problem solving at
www.livinglifetothefull.com

Acknowledgements
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My notes
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Part 3

Practical Toolboxes

The information in this section is aimed at giving you practical skills to put into practice
in your own life.

Contents
Toolbox A: Overcoming reduced activity and avoidance 193
Toolbox B: Practical problem solving 217
Toolbox C: How to become more assertive 235
Toolbox D: Healthy living 249
® Learning to relax and how to change your breathing 252
@ Tips for a healthy lifestyle 258
@ Overcoming sleep difficulties 262
Toolbox E: Illness, symptoms and other people 273

The thought investigation flashcard and a blank Five Areas assessment sheet are given
at the end of Toolbox E.
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Toolbox A: Overcoming reduced activity and avoidance

SECTION 1: Creating your own plan
to increase your activity levels or
overcome avoidance

You have read in Workbook 4 about how to plan to overcome reduced activity and
avoidance. This section will help you to put what you have learned into action in your
own life.

If it has been some time since you read Workbook 4, and you may
find it helpful to quickly look back through it now.

In Workbook 4 you answered questions summarising activities that are commonly
altered when you are coping with symptoms. This helped you to identify your vicious
circle of reduced activity.

Keeping an activity diary to record your different activities

To find out to what extent the symptoms are affecting what you do, the first step is to
begin to keep an activity diary for a week.

\

It is very important when completing the activity diary to watch out
for negative thoughts that may cause you to discount or overlook
your achievements. For someone who is facing the challenge of
symptoms, the act of getting up and getting dressed can be a very
large achievement. Symptoms such as a lack of energy and tiredness
can interfere significantly with your ability to carry out activities
most people do automatically (e.g. getting dressed). It is easy when
feeling like this to think: ‘Well, | should do that anyway/anyone could
do that’ and downplay your achievements. Try to look out for these
negative thoughts and write down what you did anyway.
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The purpose of this is to allow you to gather information to help you to understand
how your symptoms affect you. This will allow you to plan specific changes to your life.
Most people need to practise gathering this information for a week or two to begin to
work out the relationship between the activity and how they feel.

The aim is to help you to:

® Understand links between your activities and how you feel.
e Discover if any specific activities or specific situations are linked to feeling
better or worse.

The diary can also be used to plan changes in what you do to:
e Combat inactivity.

® Increase pleasure in the activities you do.

® Recognise your achievements.

@ Plan to do some of the activities that you previously enjoyed but which you have
reduced or stopped or avoided because of your symptoms.

This approach will allow you to plan in advance what you are going to do each day.The
aim is to increase specific activity levels to boost your feelings of pleasure and sense
of achievement.

We are not aiming to increase your total activity across the board.
Instead the plan is to slowly increase specific activities that you have
noticed give you a sense of pleasure or achievement. It may be that
the thought of re-starting or increasing some of these activities
seems daunting or impossible. The key is to use a step-by step plan
where no step seems too large. Initially using this approach may
result in you doing less overall than you are at the moment, but then
you will gradually increase the amount you do.

Rate each activity you do for:
1 Pleasure (0-10 scale) experienced

2 How much of an achievement (0-10 scale) was this, based on how you feel now?
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Scale

0 5 10

No pleasure/ Feel okay/ Complete pleasure/
achievement reasonable achievement

Bear in mind how your symptoms are currently affecting your ability to do things. How
much of an achievement was doing the activity? Try to be fair in how you judge this.

What activities should | record?

Use the activity diary to record everything that you do over the next week. This might
include:

o Getting dressed.
e Talking to a friend on the phone.

@ Doing some housework, going out shopping, washing your hair, doing the washing-
up.

@ Also include times when you are sitting and watching television, having a bath or
resting, etc.

On the next two pages are activity diaries that you can fill in. The first is a detailed diary
for a whole day. The second is similar but covers a whole week. Some people prefer to
use the first type while others prefer the second. It really doesn’t matter which one you
use as long as you remember to write down your pleasure and achievement scores for
each activity. You might like to start by using the daily diary and then switch to the
weekly one when you have got used to it — or you can make copies of the daily diary
and keep using it for the whole week.
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My daily activity diary

Dayand | Activity (include Duration (how | Pleasure Achievement
date everything you do) long did you
doitfor?)

7-8 am

8-9 am

9-10 am

10-11am

11-12 am

12—1pm

1-2 pm

2-3pm

3=4pm

4-5pm

6-7 pm

7-8 pm

8-9 pm

9—10 pm

10-11 pm

Achievement (A)
How much of an achievement was it, given how you feel?

0 = no sense of achievement.
5 = reasonable achievement.

10 = maximum sense of achievement.

Pleasure (P)
0 = no pleasure.

5 = feel okay.

10 = maximum pleasure.
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My weekly activity diary

Monday

Tuesday

Wednesday

Thursday

Friday

Saturday

Sunday

Activity

P/A

Activity

P/A

Activity

P/A

Activity

P/A

Activity

P/A

Activity

P/A

Activity

P/A

6 am

7am

8 am

9am

10 am

11 am

12 pm

1pm

2pm

3pm

4pm

5pm

6 pm

/pm

8 pm

9pm

10 pm
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Reflect on your diary
@ How much pleasure do you experience during the day?

Does what you do seem to affect how you feel?

In particular, what things do you do that boost how you feel?
For example, what impact does spending time and feeling
close to people have?

Are there things missing from your diary that you used to do
and are now avoiding because of symptoms or over-worry?

Do you get pleasure and a sense of achievement from the
@ same things?

Now that you have gathered this background information, you can move on to use the
following seven-step plan to map out the very first thing to change.
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SECTION 2: The seven-step plan

Step 1: Identify the activity to build upon or problem area
of avoidance to overcome

Look back through your activity diaries for the week. The important next step is to
identify an initial target area that is clearly defined.This step is particularly important
if you feel overwhelmed by several different problems. In doing this, it is important
that you choose a target problem that:

©

1 Will be useful for changing how you are.

2 s a specific target problem so that you will know when you have done it.
3 lIs realistic: it is practical and achievable.
Select only one target area that you wish to change at the present time.

My initial target area is:

Is this a clear, focused target for change?
@ Yes ] No [
@ Will it be useful for understanding or changing how you are?

Yes[1] No[]

it?

Yes[] No[]

Is it realistic: is it practical and achievable for you?
@ Yes[] Noll]

@ Is it a specific task so that you will know when you have done

You should have been able to answer ‘Yes' to all four questions. If you didn't, please go
back and re-write your plan to tackle this.
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Step 2: Think up as many solutions as possible to plan this
next step

You now need to bridge the gap between what you do now and what you would like to
do. You can bridge this gap by planning to do your activity in a number of small steps.
You should identify a single first step to change that is clearly defined and which you
want to do.

Try to come up with as many different things you could do to fulfil this first step.
Useful questions to help you to think up possible solutions include:

® What ridiculous solutions can | include as well as more sensible ones?

e What helpful ideas would others (e.g. family, friends or colleagues at work) suggest?
e What approaches have | tried in the past in similar circumstances?

® What advice would | give a friend who was trying to tackle the same problem?

Write your solutions below:

Step 3: Look at the advantages and disadvantages of each
of the possible activities

Assess how effective and practical each potential solution or chosen activity is. This
involves considering the advantages and disadvantages for each of your potential
solutions (the pros and cons of each possible option). Add additional boxes if you need
them.

Suggestion Advantages Disadvantages
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Step 4: Choose one of the solutions

Decide on a solution, based on what you have thought about in step 3.

This solution should be an option that lets you answer ‘Yes' to the following two
questions:

Is it helpful?
@ Yes[] No[]

Is it achievable?
@ Yes[J No[

Step 5: Plan the steps needed to carry it out

My plan

Write your plan down here. Your task is to carry this out during the next week. Be
mindful of anything that could possibly go wrong and plan for this too.

Check your plan against each of the questions for effective change.

The questions for effective change
Is the planned activity one that:

Is useful for understanding or changing how [ am?
@ Yes[J No[J

Is a specific task so that | will know when | have done it?
@ Yes[] No[J

Is realistic: is it practical and achievable?
Yes[] No[]
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do it?
Yes ] No []

Is an activity that won't be easily blocked or prevented by
@ practical problems?

@ Makes clear what | am going to do and when | am going to

Yes ] No []

You should have been able to answer Yes to each of the questions. If you have answered
‘No’ to one the questions, try to think why this is. What changes can you make to alter
or improve your plan? Try to change or alter the activity so that any poorly planned
aspects are improved.

Many people find this approach takes quite a lot of practice. It may also be tempting
to be too ambitious. Before moving on, ask yourself again whether this is a target
activity that you really can cope with at present. If not, change it for a more realistic
target. Remember, large changes can be achieved by taking many little steps. There is
an old Chinese proverb: ‘A journey of a thousand miles begins with the first step ..." Do
not push yourself too hard by being overly ambitious as this is only likely to set you
up to fail.

When you can answer ‘Yes' to each of the five questions above, it means that your
activity is well planned out. Try to write down exactly what you will do and plan to put
it into practice this week.

c Large changes can be achieved by moving one step at a time.
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SECTION 3: Carrying out the plan and
reflecting on it

Step 6: Carry out the plan

Remember that as you carry out the plan you are undermining your old fears by acting
against them.

Put what you have planned into action.

@ Write down any extreme and unhelpful thoughts you notice while carrying

out your plan. Record how much you believe them at the time (from 0 — not
at all, to 100 — believing them fully).

My fearful thought(s):
| believe this: per cent before the task.
per cent during the task.

per cent after the task.

@ Record how anxious, worried or stressed you feel at the time (from O — no

anxiety, stress or worry at all, to 100 the maximum anxiety, worry, stress
possible).

My level of anxiety: per cent before the task.
per cent during the task.

per cent after the task.

Step 7: Review the outcome

What happened when you carried out your plan? Try to pay attention to your thoughts
about what would happen before, during and after you have completed the activity.

Write what happened here:

Overcoming functional neurological symptoms © Chris Williams et al (2011) 205



Toolbox A: Overcoming reduced activity and avoidance

My review
Was the selected approach successful?

Did it help me to tackle the target problem?

What have | learned from what happened? Write in below:

@ Were there any disadvantages to using this approach?

When you have completed your planned activity, look back and think about it. Think in
detail about how your planned activity went:

How much of a sense of achievement did you feel while doing
@ the task?

Very little Very much
o If you noticed that the activity gave you a high sense of achievement at the time:

This is important because it shows that by altering your activity, you can also alter
your sense of achievement in things. This can provide a powerful tool for overcoming
health problems. Your experience also shows that you have picked an effective activity
to change because it led to this feeling.

@ If you noticed that the activity gave you only a slight sense of achievement at the
time:

Try to think about the factors that robbed you of a higher sense of achievement at the
time. Were you aware of any negative or undermining thoughts such as ‘l should have
done it anyway’ or ‘It's a waste of time'? You can learn how to identify and challenge
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unhelpful thoughts like these in Workbook 5. In the meantime, if thoughts such as
these are present, try to stop, think and reflect on them rather than immediately
accepting them as being true.

How much of a sense of pleasure did you experience while
@ doing the task?

Very little Very much

@ If you noticed that the activity gave you a high sense of pleasure at the time:

This shows that by altering your activity you can improve how you feel. Trying to
increase your activity levels in this area in a step-by-step way may be helpful in
improving how you feel.

@ If you noticed that the activity gave you only a slight sense of pleasure at the time:

Try to think about the factors that prevented you from experiencing pleasure. Were you
aware of any negative thoughts that undermined how you felt? Were you distracted
by other concerns and therefore didn't allow yourself to stop, think and reflect on
what you were doing? Sometimes, extreme and unhelpful statements or rules (such
as should, must, got to and ought) may come into mind and undermine a person’s
pleasure in things. Did this happen to you?

a Thinking back on the areas in the week that have been pleasurable
can act to boost how you feel. Look back on your activity diary and
record positive events such as conversations, activities, etc. that
have provided you with a sense of pleasure or achievement. Use this
approach to try to develop a more helpful focus to your thinking as
well as to help plan your activities. Build in a time each day to reflect
on these events and remember positive aspects such as times when
you feel close to others.
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This idea of choosing to build in a helpful focus to at least part of your day can help
improve how you feel. Try this approach to see if it is helpful for you. Decide to keep
thinking from time to time about your achievements and take pleasure in what you
have done.

Think again about how your target activity went:

@ How easy was it for you to do the task?

e If it was fairly easy for you to do the task:

This shows that you chose to do an activity that you could successfully complete.
Choosing realistic targets for change is important. Choosing activities that are focused
and clear, and which you can succeed in, is the key to effective change. Sometimes
an activity can seem too easy. If this is the case, you have the option of choosing
something that is a little harder next time. By making slow, sure steps you will be able
to build your confidence and increase the things you do which give you a sense of
pleasure and achievement.

e If it was quite hard for you to do the task:

Choosing realistic targets for change is important. Sometimes it is tempting to choose
an activity that is too ambitious. Instead, choose activities that are focused and clear,
and which you can succeed in. By making slow, sure steps you will be able to build
your confidence and increase the things you do which give you a sense of pleasure
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and achievement. Applying the questions for effective change can help you to create
a realistic action plan.

Did any problems or difficulties occur in what you did?
Yes[] No[]
o If you had some difficulties in carrying out your planned activity:

This provides you with the opportunity to learn useful information for next time you
plan an activity. Try to think about what happened. Could you have predicted the
problem? What could you have done to prevent it? How could you put what you have
learned into practice next time? Sometimes problems are unpredictable. If so, don't let
yourself be put off trying this approach.Try it again. Use the problem as an opportunity
to learn.

e If you didn’t have any difficulties in carrying out your planned activity:

It is good if there were no difficulties in carrying out your activity. It is likely that you
had planned it well.

Before planning any activity, it is important to consider whether it is realistic, and
also to try to predict any possible blocks or difficulties. At some time when you do an
activity, something may occur that will prevent you completing it. If that is the case,
this provides you with the opportunity to learn useful information for next time. Try to
think about what happened. Could you have predicted the problem? What could you
have done to prevent it? How could you put what you have learned into practice next
time? Use the problem as an opportunity to learn.

(O I—
Someone who is facing symptoms might struggle to do the activities they usually
did before. Even so, some life activities will still provide a sense of pleasure/
achievement. For example, David may give a score of 6/10 for the pleasure he got
from going for a walk in his garden, as before that he felt fed up and frustrated in

the house. He may also rate it as 7/10 for achievement (he didn't want to go, and
it felt difficult, but he managed it anyway).

This approach will allow you to plan in advance what you are going to do each day.The
aim is to increase specific activity levels to boost your feelings of pleasure and sense
of achievement.
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\

c As we've already said before in this toolbox, we are not aiming to
increase your total activity across the board. Instead the plan is to
slowly increase specific activities that you have noticed give you

a sense of pleasure or achievement. It may be that the thought of
re-starting or increasing some of these activities seems daunting

or impossible. The key is to use a step-by step plan where no step
seems too large. Initially, using this approach may result in you doing
less overall than you are at the moment, but then you will gradually
increase the amount you do.

o
@ What does this say about any fears | had before or during the

activity?

a no matter what happens — whether your plan is effective or seems
to have failed badly — you can learn from it. Plan to take what you

have learned into account in your next attempt.

Having planned and practised making this first change, the next key stage is for you
to build upon this initial step so that you have a clear plan to move things forward
still further.
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SECTION 4: Planning the next steps

Now that you have considered how your planned activity went, the next step is to plan
another activity to put into practice over the next week or so. This next step will build
upon the initial step you have taken. Use what you have just learned about how your
activity went to build on what you did.

You have the choice to:

® Repeat what you did.

@ Take what you did and move it on one stage further.
@ Select a new area of activity.

Planning to do an extra thing (even if it is a very small thing) each day that gives a
sense of pleasure and/or achievement can be a useful approach.

Creating your own activity plan

As we said above, the next stage is to build upon this initial step so that you have a
clear plan to move things forward. To do this, you need to think about your short-,
medium- and longer-term targets. The key is to build one step upon another, so that
each time you plan out and complete the seven-step approach you can then consider
what the next step will be. Without this you may find that although you take some
steps forward, these are all in different directions and you will lose your focus and
motivation as a result.

Do:
@ Plan to alter only one or two key activities over the next week.

@ Produce an activity plan to slowly alter what you do in an effective and planned
way.

@ Ask yourself the questions for effective change to check that your activity is well
planned.

@ Write down your action plan in detail so that you will be able to put it into practice
this week.

@ Begintobuildinsomeotheractivities that give you a sense of pleasure or achievement.
Don't:
@ Choose something that is too ambitious a target.

e Try to alter too many activities all at once.
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® Be very negative and think, ‘Nothing can be done, what's the point, it's a waste
of time." Try to experiment to find out if this negative thinking is wholly accurate
or helpful.

Use what you have learned earlier to write your activity plan. Plan what you will do
and when you will do it. Learn from what happens so that you can keep putting what
you have learned into practice. By doing this, you will be able to increase your activity
levels in a planned, step-by-step way. By doing this, you will be slowly be able to re-
build your confidence, and increase your feelings of pleasure and achievement.

Next steps: my activity plan

Day and date |Planned activity (Be Duration |Pleasure |Sense of
specific. Is it a realistic plan? (P) (0-10) | achievement
What do you have to do and (A) (0-10)

when will you do it? What
problems may occur? How
can you overcome these
problems?)

As a general aim try to build in at least one thing each day that gives a sense of
pleasure/achievement (P/A).
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Monday

Tuesday

Wednesday

Thursday

Friday

Saturday

Sunday

Activity

P/A

Activity

P/A

Activity

P/A

Activity

P/A

Activity

P/A

Activity

P/A

Activity

P/A

6 am

7am

8am

9am

10 am

11 am

12 pm

1pm

2pm

3pm

4pm

5pm

6 pm

7 pm

8 pm

9 pm

10 pm
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Diary record of the intensity of my main symptom/problem during the day.
Date: ..........

Time What am | doing at the moment? Intensity of the main
symptom (0-10)

7am

8am

9am

10am

11am

12pm

mPpm

2pm
3pm
4pm
5pm
6pm
7pm
8pm
opm

10pm

11pm

My current goal

What next step will you take? Make sure it is realistic and achievable.

You can get additional help and support in problem solving at
www.livinglifetothefull.com
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My Notes
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SECTION 17: Introduction

Everyone faces problems from time to time in their lives, and sometimes many
problems are faced all at once. Problems are a normal part of daily life. No matter
how hopeless you feel right now, in the past you will have faced problems that you
have solved.

Make a list of things that you have done well in the past. This will remind your

of things you have coped with before and help you see your problem from a
different perspective.

The reason for not managing to cope with problems is usually because too much has
happened at the wrong time. When difficulties occur one at a time, it is usually easier
to solve them. But when they happen one after the other, or all at once, it may seem
much harder.

This may be particularly at times when people are experiencing symptoms. Health
problems can reduce your ability to respond well to other problems in life. Opening
letters, paying bills or keeping up with the house may just not seem as important
when you are in pain, feel ill or have difficulties coping. These everyday difficulties
are just one more source of unwanted pressure. Symptoms often seem worse when
several life pressures occur up at the same time. These practical problems and life
difficulties may include:

® Debts, housing or other difficulties.

® Problems in relationships with family, friends or colleagues, etc. Illness itself can
sometimes affect relationships — and those around you may not know how best
to help.

o Other difficult situations that you face such as problems at home or work (or lack
of work, for example unemployment or problems with benefits).

When someone is finding that everything is ‘too much’ a common response is to ‘do
nothing'. In fact, people never do just nothing. They may not take any practical steps
to overcome their problems, but you can be sure they are worrying about the problem
but are doing this in a way that does not help sort it out.
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A different approach is to tackle the problem in a planned, step-by-step manner. The
principles of problem solving include:

@ Defining the problem clearly.
@ Approaching each problem separately in turn.
® Breaking down each problem into smaller parts that are then easier to solve.

This is the same approach as you have already learned to tackle reduced activity,
avoidance or unhelpful behaviour. This part of the Toolbox will provide you with an
opportunity to identify whether you have practical problems of your own. To help you
with this, we will look at an example of how the seven-step approach we recommend
can be applied with Paul and his money worries.

Below is a summary of several common situation, relationship and practical problems.
Are any of these relevant to you?

Situation, relationship and practical problems

| have relationship difficulties (such as arguments) Not relevant [ | Yes[] No []
I can’t really talk and receive support from my partner | Notrelevant[J | Yesd | No[
There is no one around who | can really talk to Not relevant [ | Yes[] No [
My children won't do what | tell them Notrelevant[] | Yes[d | No[]
I have difficulties with money problems or debts Not relevant 1 | Yes[d No [
| have difficulties with benefits Not relevant ] | Yes[J | No[]
There are problems with my flat/house Not relevant [J | Yes[] No [J
| am having problems with my neighbours Not relevant ] | Yes[ No [
I don’t have a job Notrelevant[] | Yes[J | No[]
| have difficulties with colleagues at work Notrelevant[J | Yes(J | No[d

Write down any other difficult situation, relationship and practical problems you may be
facing. Remember these are external problems, so don’t include ‘internal’ things like thoughts,
emotions or your behaviours:
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SECTION 2: The seven steps to
problem solving

In this approach, there are seven steps to problem solving. By working through the
seven steps you can enable yourself to overcome your own problems. The first key step
is to choose the problem you are going to tackle first.

Choosing a clear target

The key is to move from more general problem areas to a clearer target problem.
So, for example, if you have a problem area such as ‘I don’t have enough money’, a
clearer target problem could be decided upon by asking yourself ‘In what way does
not having enough money cause me problems at the moment’. For example, it might
cause problems because a credit card payment is due at the end of the month, and you
don’t have enough money to pay it.

One way of thinking about this process is to think of it as a funnelling process.
You funnel down from the general problem area to a more specific target that you
tackle first.
General problem
‘Idom’thauae#wuﬂhmomz}/’

Specific problem
T cant pay my electvicity bill this month
The funnel process: defining a specific problem.

A similar process can be used to help make any problem area clearer. For example,
if the problem is 'I'm stressed by the behaviour of my neighbours’, you might find it
easier to be precise about the problem by asking yourself, ‘Exactly what is it about my
neighbours that is so stressful?’ The same approach can therefore be used for tackling
any practical problems you face — whether caused by illness or by other things in life.
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Step 1: Identify and clearly define the problem as precisely
as possible

Use the funnelling process to start with a general problem area. Work towards
identifying a clearer target by again asking ‘Exactly what is it about this problem area
that is difficult for me at the moment?’

Try to clearly define your own problem as precisely as possible. Write it down and then
ask yourself if this is a clear and focused problem.

My problem: (write down below)

@ Is this a clear, focused problem?

Yes ] No [

If you answered ‘No’, write the problem again it so that it is clear and focused.

Step 2: Think up as many solutions as possible to solve this
initial problem

@ The more solutions that are generated, the more likely a good one will emerge.

@ Ridiculous ideas should be included as well, even if you would never choose them in
practice. This can help you adopt a flexible approach to the problem.

Write a list of possible options. Useful questions to help you to think up possible
solutions include:

® What ridiculous solutions can | include as well as more sensible ones?
e What helpful ideas would others (e.g. family, friends or colleagues at work) suggest?
® What approaches have | tried in the past in similar circumstances?

® What advice would | give a friend who was trying to tackle the same problem?
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Paul has debt problems because he has been on sick leave from work for several
months and again cannot repay his credit card bill at the end of the month. He has
a young baby and this adds to his stress. By focusing only on the money problem,

he thinks up some possible options (including ridiculous ideas at first). Some of
Paul’s ideas are:

* Ignove the problem completely — it may go away.

* Muyg semeone ov vob a bank.

* iy to arvange an overdraft from the bank and use this to pay off the bill
* P@aﬁﬂwywmdmfﬁfﬂwww(wmmmmdﬂ@.

* Switch Wwedéfwdpazmwf;tomﬁ%womddtwd (one with a lower
intevest vate).

*Wﬁoamﬂww&thwmwtrwmgmmﬁw Citizens’
Advice Buveau.

* Wﬁoﬂwaeﬂfwdwtom%@w&%ayr&dﬁvmr%m

terms.

Now brainstorm your own problem

Write in as many solutions as possible to your own problem. Include ridiculous ideas
as well!

Step 3: Look at the advantages and disadvantages of each
of the possible solutions

Think about the advantages and disadvantages of each possible solution. This will
help you to decide which of the options are likely to be most practical and achievable
for you.
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Example: Paul weighs up the pros and cons of his
solutions

The following is an extract from Paul's thoughts as he weighs up the pros and cons
of each solution toward his target problem of finding a way to pay his credit card
bill this month.
Suggestion Advantages Disadvantages
Ignore the Easier in the short term The protlems wild worsen in
protlem with no embarvassment the term. It will have to
completely be tackled some time
Mug someone or [twvuldﬂefwwww Its unethucal and WHONg.
700 4 bank money I couddn’t do it. I might be
awrvested. I couldn’t harm
Thats just ridiculous
Ty to arvange a It wordd allow we a better | How woudd I do this? It
loan WW%?;VZ% 7ate of intevest than pays wvw[déerwy;m)@th,e
wo’thwé 077‘ /b'@hmtemwg/credéf émwef?%e}/w
card. I could also spread the M&om}/%o,mvcm%ﬁ]’w
W over a longer time. | been with them a number
7 a ﬂow( édlbk/{/‘f/% record ears. are a business
and have been with them a ZZV all M
mumber of years
Pay 077 the Good short-term answer. The debt wouldn't getany
minsmn It would prevent me smaller, and the intevest
Mwmof/ww%e defWﬂwWwﬁf rates will make it larger and
Wﬂ% I'U never be to
pay i off
Switch to a This would be a Lot cheaper. | I would need to look at the
cheaper credit Theve are laﬁcyfﬂow{dea//f WW‘?fWWW
card around with agreements and complete all
wtroductory rates the paperwork
Speak to a debt | I hear cmbem)/jovd Z%MWMM@(@«W
counsellor M to them. How do you contact
themse
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Suggestion Advantages Disadvantages
[Mmfm the It would provide the It seemus quite scary to do thes
credit card with clear
and nformation. Its in thedr
ask 7‘ will | best interests ]%1’ me to keep
agree different up the payments.
repﬂzmmf terms | may be Hexible and allow a
VWM/L&M break at a lower
intevest vate

Now for your plan:

Think through the pluses and minuses of all the suggestions you came up within step

2. Write them below or on a separate piece of paper.

My suggestion

Advantages

Disadvantages

Step 4: Choose one of the solutions

In Paul’s example, he decides to try to arrange a bank loan or overdraft. If his banking
record had been worse, then choosing a different solution would have been sensible;
however, this seems like a reasonable choice in his circumstances.

Your solution should be an option that is helpful and achievable. Use your answers
from the last step to help decide the option that seems best for you.

This solution should be an option that fulfils the following two criteria:

©
©
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Is it helpful?

Yes [1 No [

Is it achievable?
Yes [1 No [

225



Toolbox B: Practical problem solving

My choice:

Step 5: Plan the steps needed to carry it out and apply the
questions for effective change

This stage is a key part in the problem-solving process. The example below shows how
Paul plans step 5.

@ Example: Paul plans his step 5

—
Paul has decided to arrange a bank loan or overdraft as it appears to be a reasonable

solution. Other suggestions might also have worked, but this suggestion seems to
be the most helpful and achievable based on his previous good banking record.
Read Paul’s answers to step 5:

Iwmmwém.lhmwmmmwéMthmm

I'm quite nervous so I'm got topmowtwﬁwtlm_g' to say in
Wmce.[wz}%?mmuf Mktomﬁmﬂeamwtowmm.fwzﬂteﬂ
them I'm : oblews 7 ' credit card because I'm oFf work sick.
Z%M'%Mtom%ﬁw#wmém[%mﬁ%
better jt%o&wkdt?bafg"[xkoﬂmtﬁem&%ﬁwaﬂwm.[%we
Mtoge%%m/ghfthmughtoﬁwmthm,md%[gm&m@ﬁdwe

Next, Paul needs to apply the questions for effective change to his plan to check
how practical and achievable it is.

Is the planned solution one that:

* Will be useful for understanding or changing how | am?
Yes v\ No [

* |s a specific task so that | will know when | have done it?
Yes v No [J

* Is realistic: is it practical and achievable?

Yes v\ No [
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* Makes clear what I'm going to do and when I’'m going to do it?
Yes v No [
* |s an activity that won't be easily blocked or prevented by practical problems?

Yes v No [

Now for your plan:

Write down (overleaf) the practical steps needed to carry out your own plan. Be as
precise as possible. Think through what you are going to do, and when you are going to
do it. Try to predict possible problems and work out how to avoid or deal with them.

When you have done this, apply the questions for effective change to your plan to
check how practical and achievable your plan is:

@ Is my planned task one that:

@ Will be useful for understanding or changing how | am?

Yes[] No[]

@ Is a specific task so that | will know when | have done it?

Yes[] Nol[]

@ |s realistic: is it practical and achievable?

Yes ] No[]

® Makes clear what | am going to do and when | am going to do it?

Yes[] No[]

@ Is an activity that won't be easily blocked or prevented by practical problems?
Yes[] No[]

If you have replied ‘No’ to any of these questions, revise your plan to try and overcome
this. If it is difficult to do this, it may be that another solution from step 2 might be a
better choice.
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Step 6: Carry out the plan

Write down exactly what happened when you carried out your plan. As part of this
summary, record what happened as you completed the plan, and also about what
thoughts and feelings you experienced before, during and after your carried out
the plan.

Step 7: Review the outcome

@ Example: What happened to Paul?

Paul phones the bank that afternoon as planned. Just before he does this, he feels
quite scared. He predicts that the bank will humiliate him and turn his request
down. Paul decides to try to challenge these fears by acting against them and
phones the bank. At first the line is engaged. He tries again two minutes later and
the phone is answered by an electronic answering service that asks him to make a
selection of which service he wants from five options. Paul is surprised by this and
becomes flustered and immediately puts the phone down.

His immediate thought is ‘What an idiot — | should be able to do this’. Over the
next few minutes, he is able to challenge this thought. He then decides to learn
from what happened and try again. He therefore phones the bank again, but plans
to have a pen and paper available to write down the different options. He finds that
there is an option for those with payment difficulties. He selects this and arranges
an appointment. When Paul goes to the bank he feels quite anxious and scared. He
predicts that the manager will humiliate him and turn his request down, and that
the credit card company will then demand immediate payment and issue a court
summons.

Paul is surprised to be met by a friendly bank assistant rather than the manager.
She says that she is Paul’s personal account manager. She offers him a cup of
tea, and they talk in a separate office so that their discussion is confidential. She
tells him that this is a common problem. Because he has banked with them for
several years and has a good banking record, she says there will be no problem
in offering him a loan at a preferential rate. Paul agrees, and is happy with how
things went. His fears were not correct. He was offered a loan. This is at a rate
that he can afford.
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Paul’s review:

In this case, Paul’s plan went smoothly. This shows he had planned it well, and had
been realistic about his chances of a loan.

What if Paul had been turned down?

Even if he had been turned down, there are lots of useful things he could have
learned from the process:

* That there is usually more than one solution — he has other possible solutions
left that he can try.

* His fears are not always accurate. Although he didn’t get the loan his very worst
fears weren't correct. He wasn't humiliated. He didn’t even see a nasty bank
manager. At least he got a free cup of tea out of the bank.

* He has practised the seven-step plan and can learn from it and put what he has
learned into practice next time.

Now for your plan: What happened when you carried out your plan?
Complete the checklist and answer the questions that follow:

Was the selected approach successful?
Yes[J No[J
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Did it help deal with the target problem?
@ Yes[] No[]

Were there any disadvantages to using this approach?
Yes[] No[]

What have | learned from doing this? Write down any helpful lessons or information
you have learned from what happened. If things didn’t go quite as you hoped, try to
learn from this. How could you make things different during your next attempt to
tackle the problem?

Use the questions below to help you review what happened.
® What went well?

® What didn’t go so well?

® What have | learned from what happened?

® How can | put what | have learned into practice?

Even if things haven't gone well you can learn from this and take it into account with
your next plan. Also, even if some things haven't turned out right in the approach,
much will have gone well.

Whatever the practical problem, the same approach can be used. You can apply it both
to practical problems that have arisen because of your symptoms, or to problems that
have any other cause.

Planning the next steps

You have now practised this approach for the first time. The next step is to build slowly
on what you have done in a step-by-step way. You have the choice to:

® Stop using the approach if you have overcome all your problems.
® Work on other aspects of the same problem.
@ Select a new problem area to tackle.

You must decide for yourself which decision is the best for you.
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\

Q Remember, it is not possible to deal with every problem all at
once. In fact, if you try to change everything at once you will be
potentially setting yourself up to fail. Instead, by focusing on one
clear target problem at a time, you can use the same seven-step plan
to tackle any future problems.
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SECTION 3: Conclusion

Problem solving is a technique that needs to be practised. You will improve your
skills in this approach by using them. Try to learn from anything that goes wrong
and keep practising so that using this approach becomes second nature whenever
you face a problem.

Putting what you have learned into practice

@ Choose one or two problems only and use the seven-step problem-solving approach
now and during the next two or three weeks.

® Write down all the steps as you do them, and review for yourself the progress you
make. If you have difficulties, just do what you can.

@ If you have found any aspects of this workbook unhelpful, upsetting or confusing,
try to discuss this with your healthcare practitioner or someone else whose opinion
you trust.

My current goal

Write down your next goal. Make sure it is realistic and achieveable.

You can get additional help and support in problem solving at
www.livinglifetothefull.com
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SECTION 17: Introduction

At some times in life, however confident a person is, it can be hard to deal with certain
difficult situations. Examples of these could be:

® Communicating feelings to partners, family or friends.

@ Expressing yourself to your healthcare practitioner or hospital doctor.

@ Dealing with unhelpful shop assistants, or with poor service in a restaurant or garage.
® Dealing with angry or difficult colleagues at work.

Sometimes people deal with these situations by losing their temper, by saying nothing
or by giving in. This may leave them feeling unhappy, angry, out of control and may
not actually solve the problem.When you are physically unwell and feel tired, ground
down or in pain this can become an area of even greater difficulty. When people have
become unwell, they often change their ways of relating to people and sometimes
allow others to make decisions for them and tell them what's best.

What is assertiveness?

Assertiveness is being able to stand up for yourself, making sure your feelings are
considered and not letting other people treat you like a doormat. It is not the same as
aggressiveness. You can be assertive without being forceful or rude. It is stating clearly
what you expect and insisting that your rights are considered. Assertion is a skill that
can be learnt. It is a way of communicating and behaving with others that helps people
to become more confident and aware of their needs and themselves.

Where does assertiveness come from?

As we grow up we model ourselves upon those around us, for example our parents,
teachers and friends, and other influences such as television and the magazines we
read. This may teach us to react passively, aggressively or assertively. We may have
seen people we love act in a particular way when they are unwell and adopt these
patterns ourselves.

What are aggressive, passive and assertive behaviours?

Aggression is the opposite of assertion. Aggression is expressing your own feelings,
needs, rights and opinions in a demanding and angry way. There is no respect for
other people’s feelings, needs, rights and opinions. Your own needs are seen as being
more important than other people’s. Their needs are ignored or dismissed. It means
focusing on your own rights, but doing so in such a way that you violate the rights of
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other people. The aim of aggression is to win, if necessary at the expense of others. An
example of this might be when you have planned something for a person to do and
they do not feel physically well enough or able to take part, but rather than expressing
how they feel, they become angry with you for having planned the activity in the
first place. However, when adjusting to your symptoms it is normal to feel angry and
frustrated as you and also those around you adjust to how you are. How you express
your anger and frustration is the key to managing your relationships with others.

Try to think of a time when someone else has been aggressive with you and

ignored your opinion. How did it make you feel about them and yourself?

In the short term, the aggressive person often feels more powerful, however, in the
longer term it can cause resentment in others.

Passive behaviour is not expressing your feelings, needs, rights and opinions. Instead
you see other people’s needs as more important than your own.You may be frightened
to say what you think in case your beliefs are ridiculed. The aim of passive behaviour is
to avoid conflict at all times and to please others. Everyone else is seen as better or
more deserving than you. It involves bottling up your own feelings or expressing them
in indirect or unhelpful ways. The effect of passive behaviour is loss of self-esteem,
stress, anger and depression.

Passive behaviour may cause others to become increasingly irritated with you and to
develop a lack of respect for you. This may lead to a pattern where others expect you
to give in and do not take your opinion into account. An example of this might be if we
allow someone to tell us we're not able to do something when actually we would like
to try. Instead of expressing our own view we allow the other person to decide what's
best for us.

The good news is that if you have noticed that you tend to respond in aggressive or
passive ways, you can learn new ways of communicating. In contrast to aggression and
passivity there is a third way to respond — the assertive way.
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SECTION 2Z: Elements of assertion

Assertion is expressing your own feelings, needs, rights and opinions with a respect for
other people’s feelings, needs, rights and opinions. Assertion is not about winning. It is
concerned with being able to walk away feeling that you put across what you wanted
to say.

@ Feelings: In assertion, you are able to express your feelings in a direct and honest
way.

@ Needs:You have needs that have to be met otherwise you feel undervalued, anxious,
angry or sad.

@ Rights: You have basic human rights and it is possible to stand up for your own
rights in such a way that you do not violate another person’s rights.

@ Opinions: You have something to contribute irrespective of other people’s views.

Try to think about a time when someone else has been assertive with you and

respected your opinion. How did you feel about them and yourself?

About me — | felt: (write here):
About them - | felt: (write here):

In assertiveness you ask for what you want directly, openly and honestly. You respect
your own opinions and rights. You expect others to do the same. You do not:

@ Violate people’s rights.
@ Expect other people to magically know what you want.
® Freeze with anxiety and avoid difficult issues.

The result is improved self-confidence and mutual respect from others.
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The rules of assertion
| have the right to:
1. Respect myself — who | am and what | do.

2. Recognise my own needs as an individual —that is separate from what is expected

’

of me in particular roles, such as ‘wife’, ‘husband’, ‘partner’, ‘son’, ‘daughter’.

3. Make clear ‘I’ statements about how | feel and what | think. For example, ‘| feel
very uncomfortable with your decision.’

4. Allow myself to make mistakes. Recognising that it is normal to make mistakes.
5. Change my mind, if | choose.

6. Ask for'thinking it over time’. For example, when people ask you to do something,
you have the right to say, ‘| would like to think it over and | will let you know by
the end of the week.’

7. Allow myself to enjoy my successes, that is by being pleased with what | have
done and sharing it with others.

8. Ask for what | want, rather than hoping someone will notice what | want.
9. Recognise that | am not responsible for the behaviour of other adults.

10. Respect other people and their right to be assertive and expect the same
in return.
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@ Think about how much you believe each of these rules. How much do you put

them into practice in your own life at the moment?

I have the right to: Do | believe this | Have | applied

ruleis true? this in the last
week?

1. Respect myself Yes [1No [] Yes []1No []

2. Recognise my own needs as an individual Yes 1 No [] Yes [1No []

independent of others

3. Make clear ‘I’ statements about how | feel and what | Yes [1 No [ Yes [ No [

think. For example, ‘I feel very uncomfortable with your

decision’

4. Allow myself to make mistakes Yes (] No [ Yes (] No [

5. Change my mind Yes [] No [ Yes (I No [

6. Ask for 'thinking it over time’ Yes []1No [] Yes [] No []

7. Allow myself to enjoy my successes Yes [J No [ Yes (] No [

8. Ask for what | want, rather than hoping someone will Yes [0 No [ Yes [0 No [

notice what | want

9. Recognise that | am not responsible for the behaviour | Yes [J No [J Yes (] No [

of other adults

10. Respect other people and their right to be assertive Yes [1No [] Yes [1No []

and expect the same in return
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SECTION 3: Assertiveness techniques

It is possible to put these rights into practice by practising a number of assertiveness
techniques.

How to use assertiveness techniques

‘Broken record’

This is a useful technique and can work in virtually any situation. You plan what it is
you want to say by repeating over and over again what it is you want or need. During
the conversation keep returning to your prepared lines. State clearly and precisely
exactly what it is you need or want. (e.g. 'l can't lend you any money ... I'm sorry, but
| can't lend you any money ..."). Don’t be put off by clever arguments or by what the
other person says. Once you have prepared the lines you want to say, you can relax.
There is nothing that can defeat this tactic.

This approach is useful in situations where your rights are being ignored and in saying
‘no’ to things.

@ Example: Using the ‘broken record’ technique

Joe: 'l think you should stay in bed today and not go for a walk.’
Caroline: 'l want to get up today and go for a short walk, it's part of my plan.’

Joe: "You had a bad day yesterday and should stay in bed. You never listen to good
advice.

Caroline: ‘| am getting up and going for a short walk.’
Joe: 'I'm only telling you what'’s best for you. The rest will do you good.’

Caroline: 'l know you feel your advice is for my benefit but | want to get up and go
for that short walk; it's important | stick with my plan.’

Saying ‘no’

Sometimes ‘No’ seems to be the hardest word to say. Sometimes you can be drawn
into situations that you don’t want to be in. You avoid saying this one simple word.
The images you recall with saying ‘no’ sometimes prevent you from using ‘no’ when
you need it. We may be scared of being seen as mean, difficult and selfish, or of being
rejected by others.
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Do I have problems saying ‘No’?
@ Yes[] No[]

If yes: Saying ‘'no’ can be both important and helpful. Try to practise saying ‘no’ by
using the following principles. Try to:

@ Be straightforward but not rude so that you can make your point effectively.

o Tell the person if you are finding it difficult. Avoid apologising and giving elaborate
reasons for saying ‘no’. You are allowed to say no if you don’t want to do things.

® Remember that it is better in the long run to be truthful than breed resentment and
bitterness within you by giving in.

It may be that you have fears of how others may see you if you say no. Use the
techniques in Workbook 5 to challenge thoughts such as these.

Scripting

Scripting involves planning out in advance in your mind, or on paper, exactly what you
want to say. A good way to begin to practise scripting is to write down what you would
say before you go into a situation. It uses a four-stage plan that covers events, feelings,
needs and consequences.

e Event: Say what it is you are talking about. Let the other person know precisely
what situation you are referring to.

@ Feelings: Express how the event mentioned affects your own feelings. Opinions can
be argued with, feelings cannot. Expressing your feelings clearly can prevent a lot
of confusion.

® Needs: People are not mind readers. You need to tell them what you need.
Otherwise people cannot fulfil your needs and this can lead to resentment and
misunderstandings.

@ Consequences: Tell the person that if they fulfil your need, there will be a positive
consequence for both of you. Be specific about the consequences.
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@ Example: Scripting

Kate: ‘Hi, how are you?’
Nicola: ‘Fine and you?’

Kate: ‘Okay but | saw Sandra yesterday. She said she was sorry to hear that | wasn't
well. She told me she'd read a magazine and thought she knew what was wrong
with me. | told you about my symptoms in confidence. | didn't expect you to go
round telling everyone.’ (Event)

Nicola: ‘I thought Sandra was good friends with you. | really didn't think you'd
mind. She asked how you were. What was | supposed to say?’

Kate: ‘Sandra’s okay but she likes to gossip with everyone.|’'m angry and upset that
you've discussed me with her. | just feel let down. My symptoms are hard enough
without other people telling me what they think is wrong.’ (Feeling)

Nicola: ‘I didn't think. I'm sorry.’

Kate: "You're one of my best friends. | need to be able to talk to you about things
in confidence without you telling everyone else about it." (Need)

Nicola: 'l feel the same. | don’t know what made me say anything to Sandra. Let’s
not spoil our friendship over this.’

Kate: ‘Okay, but let’s agree not to discuss each other’s problems with anyone.’
(Consequence)
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EED

Identify an area where you could use scripting. Plan out what you want to
say here:

Event:

Feeling:

Needs:

Consequence:
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SECTION 4: Conclusion

Assertiveness is an attitude and a way of life. You can slowly learn to be more assertive,
or to regain the assertive way you used to be, through practice. Remember that
although change can seem difficult at first, it is possible.

Putting what you have learned into practice

Write down and pin up the rules for assertion in visible places about the house (e.g. on
the fridge door and by your bed, etc.). Try to put into practice what you have learned.
Experiment using the broken record and scripting approaches. Begin to say ‘no’ —
politely and assertively. Don't expect to change everything immediately, however, with
practice you can gain confidence in your ability to be assertive. If you have difficulties
just do what you can.

My current goal

(EIES

You can get additional help and support in problem solving at
www.livinglifetothefull.com
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My notes
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Toolbox D: Healthy living

SECTION 1: Why consider healthy
living?

This workbook provides a summary of general information about healthy living.
Considering issues such as diet and balanced living can be important aspects of self-
care. You will learn about:

@ Relaxation and effective breathing techniques.

Smoking and alcohol and their impact on people’s lives.

A balanced diet and healthy eating.

@ The impact of caffeine in coffee and other drinks.

@ How to improve sleep and establish a regular sleep/wake pattern.

® How to put what you've learned into practice in how you feel and what you do.

A person’s general physical well-being has an effect on how they feel, regardless of the
specific symptoms they are experiencing. The better care you can take of your body,
the more you can expect to benefit.

Healthy living can have a positive impact on how you feel, despite
your symptoms.
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SECTION 2: Learning to relax and how
to change your breathing

Relaxation techniques

There are many methods of relaxation. If you have something that works for you, do
use it. Some people relax by gardening, walking, swimming, reading a book or almost
any activity. However, your symptoms might mean that you have stopped participating
in activities that you previously found relaxing.

Relaxation is also a skill that can be learned and becomes easier and easier with
practice. Initially it is advisable to practise relaxation at least once per day for up to 30
minutes. It can also be helpful to plan times for relaxation into your day. For example,
plan to use the relaxation approach at certain times, such as unwinding just before
bed, or at times you feel stressed, anxious or angry.

If you decide to complete an activity schedule to help plan your day, such as the one
given on page 198, a period of relaxation can be included in that. Even if you don't
believe that relaxation can be of benefit to you, try one of the techniques for a week
as an experiment.

\

Q Initially when you try to practise relaxation it is important that
you let people know that you need some quiet time. Unplug the

phone, close the curtains, make sure you're comfortable; if you will
be putting on music, ensure it has no lyrics or memories associated
with it or your mind may wander. Once you have become more
practised in this technique, you should be able to call on these skills
in any place and at any time to combat stress.

Free online relaxation resources: A number of free web-based
relaxation resources are available free of charge at www.
livinglifetothefull.com

(S

Diaphragmatic breathing

You may find this of benefit if overbreathing is a problem for you. You can find out
if this is the case in Workbook 2 in the section on hyperventilation. The following
exercise will help you to regulate the body’s need for oxygen and re-establish a regular
breathing pattern.

@ Sitin a chair, relax your whole body and ensure the chair supports your lower back.
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® Ensure both your feet are placed grounded on the floor.
® Put one hand over your stomach and the other at the top of your chest.

® Breathe in gently and imagine you are filling the lower part of your stomach
with air.

@ The hand that is over your stomach will rise and the hand that is on your chest
should stay relatively still. Keep breathing slowly and deeply.

® When you breathe out the hand over your stomach should sink slightly.

® Repeat again, it can be helpful to imagine in your mind's eye that you are filling a
balloon with air and as you breathe out this is deflating.

® Your breathing should remain slow and rhythmic, and if your mind wanders bring
yourself back to the here and now, and focus on your breathing. This should be
continued for at least 10 minutes.

Hints and tips to re-establish a diaphragmatic breathing pattern

The following exercises will help you to establish a relaxed diaphragmatic breathing
pattern. By practising, you will be able to breathe like this throughout the rest of the
day without even having to think about it. Try to persevere. It will take about a week or
more to notice a significant change. If you have chest problems such as emphysema,
heart disease or chronic obstructive airways disease, discuss the exercises with your
doctor before using them.

1 Breathe in through your nose while counting silently to three.
Then:
2 Record the length of time you can breathe out while saying:

s > (i.. 5555555555555555SSSS).
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Do this once or twice as a baseline to allow comparison later as you practise the
other exercises. Concentrate on slowly controlling how you breathe out using your
diaphragm. You will feel this muscle working as you do this. Aim to slowly increase
the time you take as you breathe out. An average would be 12-15 seconds with no
discomfort and no excessive tension.

3 Breathe out slowly as a sigh:

hhh =

Again, feel your diaphragm gently tense as you breathe out.
4 Breathe in gently through your nose over a silent, slow count of three.
5 Then pause for a count of three.

6 Finally breathe out slowly through your mouth for a count of three. Take only one
or two breaths and relax. Settle your breathing before trying again to avoid any
dizziness.

As you practise this, gently extend the time spent breathing out to a count of three,
four and so on. Try to reach eight to 10. Do this in a relaxed way that isn't rushed. The
aim is to re-establish a relaxed rhythm to your breathing.

\

Be aware of any tension or excessive movement of your shoulders.
This is a useful marker of the shallow rapid breathing that is a
problem in anxiety. As you breathe out, relax your shoulders and be
aware of tension in your neck, upper back and shoulders.

Do: watch for visible movement of your diaphragm. Remember,
the diaphragm is situated just below your ribs at the top of
your stomach.

Don't: move your shoulders. You want to reduce any anxious over-
breathing and tension in the upper part of your chest.

(N

7 Breathe in gently, then breathe out slowly through your mouth. Again, correct any
shoulder movement and reduce any anxious overbreathing with the upper part of
your chest.

8 Produce the following sounds. By doing so you are controlling the rate of air being
breathed out by using the diaphragm. Try each exercise on three occasions but
don't necessarily do all the exercises in one sitting. These exercises teach you how
to create gentle variations in volume controlled by the diaphragm.
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Ss555555S

$55555555

555555S5SSSsssss
555555S555555555SSSSSsssss
shshshshsh

shshshshsh

By practising each of the exercises several times a day, you should notice that your
breathing develops a more natural and relaxed rhythm over several weeks.

Fast relaxation for mental tension

Find a comfortable sitting position. Close your eyes and think of a relaxing place you
have been before that you felt was ideal for physical and mental relaxation. It should
be a quiet environment, maybe by the sea or a river or even in your own garden. If you
cannot think of an actual place then create one in your mind.

Now imagine yourself in that relaxing place. Imagine you are seeing the colours,
hearing the sounds, feeling the temperature or breeze. Sit back and enjoy the sense
of relaxation. Feel the peace and calm and imagine your whole mind being renewed
and refreshed.

After five or 10 minutes open your eyes and stretch. Be aware that you can
return to this place in your mind whenever you desire, and can achieve peace and
tranquillity there.

Fast relaxation for mind and body

If you become aware of increasing stress or tension (e.g. clenched jaw or gritted teeth)
or just generally feeling uptight then stop and become aware of how you are feeling.
The following can be useful when you are around other people as they will not be
aware of what you are doing — however, you will need to be able to sit down, or miss
out the exercise involving your legs.

® Take a small breath and hold it for approximately seven seconds.

@ Atthe same time, tense your leg muscles by crossing your legs at the ankles, pressing
down with the upper leg whilst trying to lift the lower leg.
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@ Slowly breathe out, saying the word ‘relax’ to yourself while letting all the tension
go from your muscles.

® Take a small breath and hold for seven seconds.

@ With your hands in your lap press palm against palm, pushing down with the top
hand while trying to lift the bottom.

o Slowly breathe out, saying the word ‘relax’ to yourself while letting all the tension
go from your muscles.

® Repeat these exercises until you feel relaxed.

Some difficulties with relaxation exercises

Some people find it difficult to relax even when using some of the techniques described.
The two main reasons are a lack of practice and the presence of unhelpful thinking that
interferes with the relaxation process.

‘I don't like how relaxation makes me feel’

Sometimes people experience emotions as aresult of relaxation that can feel distressing.
This is often because they have been trying hard to 'keep a lid’ on these emotions and
the combined physical, emotional and mental effects of relaxation result in a letting
go of emotions as well as a letting go of tension.

This should actually be viewed as relaxation ‘working’. Through practice, you will
increase your knowledge and confidence of how you experience these emotions in
your mind and body.

‘I'm just too wound up to relax’

Relaxation may take longer when you are very tense. Experiment with combinations of
all the techniques described, perhaps starting with the muscular relaxation described
below.

Muscular relaxation

Once you have regulated your breathing and feel comfortable with those techniques
you can move on to the rest of the body.

1 Start with the toes. Curl them round and press your feet down, tensing up as you
breath IN and holding for several seconds. Then relax the muscles as you breathe
OUT.

2 Move up the leg to the calf muscles. Tense them as you breathe IN and hold for
several seconds and then relax them as you breathe OUT.
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Use this approach to work up through your body, tensing your thigh muscles, your
buttocks, your stomach, arms, shoulders, jaw and face muscles. Then bring yourself
back to focus on your breathing. This should be continued for at least 10 minutes.

~

Relaxation can sometimes be difficult to achieve. We live in a world
that can make many demands of us. Taking time — your time — to relax
is an important commitment. Tackling tension involves both learning
relaxation skills but also learning to tackle problems, and challenge
worrying thoughts. All three approaches can be used together.
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SECTION 3: Tips for a healthy lifestyle

Smoking

The best advice about smoking is that if you do smoke you should stop — or at least
cut down if you can. Even reducing how much you smoke can be helpful, as evidence
shows that the more you smoke, the more your health is at risk.

If you find yourself unable to stop completely, try to cut down to fewer than five
cigarettes a day and leave long portions of the day without a cigarette. You may
find it helpful to discuss the use of other approaches (such as nicotine patches) with
your doctor.

Most health centres and doctors’ surgeries have smoking cessation clinics or groups
that can also help.

There are various websites and telephone support lines providing helpful advice and
support, e.g. www.givingupsmoking.co.uk. Do an internet search or use a telephone
directory to identify your local smoking advisory service. A linked little book (Stop
smoking in five minutes) is available from www.fiveareas.com.

Diet and healthy eating

Symptoms can cause a variety of difficulties related to eating. You can sometimes
experience a marked reduction in your appetite and only want to pick at food and
experience little or no pleasure from it. Sometimes there is a marked increase in
appetite as a side effect of medication. Also many people use food as a comfort or as a
substitute for things they no longer do. The result can be weight gain or loss.

There are no ‘special diets’ to be recommended for people with functional neurological
symptoms, but most experts agree that eating a healthy balanced diet gives your body
the best chance of recovery. In order to identify any areas in your diet that are out of
balance it might be helpful to keep a food diary over a few ‘typical’ days.A blank diary
for your use is given below. Each day you should record:

® What and how much you eat.
@ At what time you eat it.

@ Any factors, such as how you felt or any symptoms that affected your choice
of food.
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My food diary

Food eaten Day and time Note any altered feelings or any symptoms
affecting your choice of food

What is a healthy balanced diet?

Research suggests that eating large amounts of sugar and refined foods such as white
bread, sugary food, heat-up meals, etc. can sometimes increase irritability. If you have
bowel difficulties as part of your symptoms, it will be a good idea to increase your fibre
intake. How you can do this is described below. An additional advantage is that this
also helps to stop rapid changes in blood sugar levels, which can affect your energy
levels and prevent food cravings.

ﬁ Aim for a diet that is low in fat and sugar and high in fibre.

Try to eat three meals a day, and if you also usually snack, try healthy snacks such as
fresh or dried fruit or nuts. These foods release energy slowly and prevent large changes
in blood glucose, which can result in faintness and hunger.
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Some small things that can make a difference

The following changes will help you eat more healthily.

e Eat one more piece of fruit per day. Try to aim for five portions of fruit or vegetables
a day.

@ Have oily fish (e.g. salmon, sardines, mackerel) at least once per week.
o Eat one fewer take-away meal per week.
@ Read up on healthy eating so that you can make healthy eating choices.

® Reduce your overall sugar intake. For example, don't add sugar to hot drinks or
cooking, eat fewer sweets and chocolate. Consider using low-calorie sugar
substitutes.

@ Increase your fibre intake. Swap every other white bread loaf you buy for a wholemeal
one. Eat a breakfast rich in fibre such as wheat cereals, muesli or porridge. Increasing
fibre in your diet should be done gradually.

@ Reduce your salt intake. A key way to achieve this is to avoid too many processed
meals, such as microwave meals, as these are often high in salt. Taste food before
adding salt. Check for low salt or low sodium on packaging.

A linked little book that addresses healthy eating and how to achieve a healthy weight
(Live longer: have a heart attack) is available from www.fiveareas.com.

Caffeine

Caffeine is a chemical that is present in coffee, tea, cocoa, fizzy drinks such as cola, and
some painkillers. We often drink caffeine because it tends to make us feel more alert
or energetic. However, caffeine constricts blood vessels, which can result in decreased
blood flow and oxygen delivered to your muscles. This can increase pain and spasm.
Caffeine also affects your ability to get off to sleep and can worsen the quality of sleep.
Due to its stimulant effects caffeine can also cause an increase in blood pressure and
heart rate. People can also build up a physical tolerance to caffeine. This is a technical
term to mean that your body becomes used to it and you need to drink more and
more to feel the same effect. So if you rely on caffeine as a pick me up, you can
end up needing more and more to have the same effect. Withdrawal symptoms such
as headaches, poor sleep, or feeling nervous or tense can occur if you abruptly stop
drinking caffeine.
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Because of this, any cuts in caffeine intake should occur slowly over a few days. When
you are reducing your caffeine intake it is important to drink lots of fluids to keep you
well hydrated.

It is important to limit the amount of caffeine you use, particularly if
you experience fatigue.

Further information

If this is an area of interest for you there are lots of helpful healthy eating resources,
such as:

® Websites:
- www.llttf.com
- www.food.gov.uk
o Telephone helpline: 0845 278 8878.

A variety of books and leaflets will also be available in your local library. General,
evidence-based information on healthy living is available at www.ebandolier.com.
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SECTION 4: Overcoming sleep
difficulties

What is sleep?

Sleep problems are common and affect large numbers of people. There is a wide
normal healthy sleep range. Some people sleep only four to six hours a day whereas
others can sleep for as many as 10 or 12 hours a day. Both extremes are quite normal.
The amount of sleep each person needs also varies throughout life. Babies and young
children need a lot more sleep than older adults. By the time they reach their 60s
or 70s, many people find that the amount of sleep they need has dropped by up to
several hours a night.

What is insomnia?

Insomnia is an inability to sleep. Many people have problems sleeping from time to
time. Insomnia often starts after an upsetting life event or can be caused by a person’s
lifestyle. A number of different psychological problems can also upset sleep. They include
anxiety, depression and stress at work or in relationships. For example, a person who
experiences depression may find that it takes them several hours to get off to sleep. They
then may wake up several hours earlier than normal feeling unrested or on edge. External
factors such as noisy neighbours or having a young baby who needs to be fed during the
night can leave a person lacking in sleep.

A Five Areas assessment of sleeplessness

The following factors can worsen sleep. Think about whether they affect your own life.

Area 1: Situation, relationship and practical problems (that is, people and events
around you)

Physical environment

Is your bed comfortable? What about the temperature of the room where you sleep? If
the room is either very cold or very hot this might make sleeping difficult. Is the room
very noisy? Is there too much light to sleep? If bright lights such as streetlights come
through your curtains, this can also prevent sleep.

Do I sleep in a poor sleep environment?
Yes[J No[J

If you answered ‘yes’, the following are specific things that you can do.
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® Poor mattress. If your mattress is old, try turning it over, rotating it or changing it.
Try adding extra support such as a board underneath.

@ Too hot/cold. If it is too hot open a window or use a fan. If it is too cold, think about
insulation, secondary or double glazing, etc., or add an extra blanket or duvet.

@ Problems with noise. Reduce noise if you can. Speak to noisy neighbours to ask
them to turn down their television or music. Have you thought about fitting double-
glazing or internal plastic sheeting over windows to reduce noise? You might also
buy earplugs from a chemist to block the noise. However, if you have a baby, you
may need to be able to hear them if he or she wakes up in the night so it may not
be possible to stop all these noises. If you have a partner, sharing who gets up in turn
in response to crying may help. So if you are expressing or bottle feeding and have
access to a spare room, try to spend occasional nights sleeping in a different room
with no child monitor to wake you up.

® Problems with excessive light. Consider changing your curtains. Add a thicker
lining or blackout lining. If cost is a problem, a black plastic bin bag can be an
effective blackout blind. Staple or stick it to the curtain rail.

Area 2: Symptoms

Symptoms can cause sleeplessness at times. Also if your body is used to using energy
every day and you have now become inactive this can contribute to sleeplessness.

Are symptoms keeping me awake?
Yes[] No[]

If you answered ‘yes’, and physical symptoms are keeping you awake, discuss this
with your healthcare practitioner in case there is any additional help they can offer.
Sometimes symptoms of depression or anxiety can worsen symptoms such as pain, in
which case treating the low or anxious mood can help to reduce this.

Area 3:Thinking

Anxious thoughts are a common cause of sleeplessness. Anxious thoughts may be
about worries in general. They can also sometimes focus on worry about not sleeping.
You may worry that it will not be possible to sleep at all, or that sleeplessness will reduce
your ability to be effective during the day/at work, etc. These unrealistic fears prevent
you getting off to sleep. Other common fears include worries that your brain or body will
be harmed by lack of sleep and that this may worsen the symptoms or how you cope
with them.

In sleep, there is a reduction in tension levels leading your body and brain to begin
to relax and drop off to sleep. In contrast, in anxiety the brain becomes overly alert.
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You end up mulling things over again and again. This is the exact opposite of what is
needed to get off to sleep. Worrying thoughts are therefore both a cause and effect of
poor sleep.

Do I worry about things in general?
Yes ] No [

If you answered ‘yes’, read Workbook 5 (Noticing and changing unhelpful thinking).

Do I worry about not sleeping?
Yes ] No [

If you answered ‘yes’, jot down notes of your worries on a notepad. You will need
to challenge any catastrophic fears about the consequences of not sleeping. Studies
show that most people do not need very much sleep at all to be physically and mentally
healthy. In sleep research laboratories, it has been found that many people who experience
insomnia actually sleep far more than they think. Sometimes people who are in a light
level of sleep dream that they are awake. You therefore may be sleeping more than you
think. You also need to know that sleep deprivation does not have a catastrophic impact
on your brain or body. It is possible to function effectively with very little sleep each night.

If worrying thoughts are problems for you, read Workbook 5 (Noticing and

changing unhelpful thinking).

Area 4: Behaviour

Preparing for sleep

The time leading up to sleep is very important. Build in a wind-down time in the
evening when you are less active. Physical over-activity such as exercising, or eating
too much just before bed, can keep you awake. Even rushing to get chores done for
the next day can over-stimulate you and affect sleep. Sometimes people read or watch
television while lying in bed. This may help them wind down, but for many people it
can make them become more alert and add to sleep problems.

Am | engaging in activities which wake me up when | should be
@ winding down?

Yes ] No []

If you answered ‘yes’, keep your bed as a place for sleep or sex. Don't lie on your bed
reading, watching TV, working or worrying. This will only wake you up and prevent you
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from sleeping. You need to decide whether listening to a radio or music helps you sleep
or not. Don't exercise in the half-hour before going to sleep as it may wake you up.

What about caffeine?

You have already read about the impact of caffeine earlier in this workbook. Caffeine
is a chemical found in coffee, tea, cola drinks, hot chocolate and some herbal drinks.
You have already found out that it causes increased alertness, however caffeine also
reduces sleep quality. There is a real risk that a vicious circle can occur. Here the
tiredness causes the person to drink more coffee to keep alert. Then the coffee itself
affects the person’s sleep and worsens the original tiredness.

@ Am | drinking too much caffeine?

Yes[] No []

If you answered ‘yes’, caffeine-containing drinks should be reduced if you are drinking
them to excess. If you regularly drink more than five cups of strong coffee a day, try
to reduce your total caffeine intake. Do this in a step-by-step way, or switch slowly
to decaffeinated coffees, cola or teas. Definitely avoid having a cup of coffee or a last
cigarette before sleep. Both caffeine and nicotine will keep you awake. Some people
find that a warm, milky drink can help them get off to sleep.

What about alcohol?

Sometimes people drink alcohol to reduce feelings of tension and help get off to sleep.
One unit of alcohol is about half a pint of beer, one measure of spirits or one glass
of wine. Note that the strength of wine, spirits, etc. varies so this is an approximate
summary only. It is suggested that women don’t have more than 2-3 units a day,
and men 3—4 units a day. If you drink more than the recommended levels of alcohol
(22 units a week for women and 28 units for men), this can cause problems such
as anxiety, depression and sleeplessness. Longer-term high levels of drinking also can
cause physical problems such as ulcers and liver damage, and affect your relationships
and work. Finally, drinking too much will cause you to go to the toilet more than usual
at night. This will keep you awake.

Am | drinking too much alcohol?
@ Yes[] No[]

If you answered 'yes’, getting up in the night to use the toilet can be avoided by
reducing the amount you drink before going to bed. If you take a diuretic (a water
tablet), you should aim to take these earlier in the day. Discuss this with your doctor. If
you drink above the healthy drink range, try to cut down the amount in a slow step-
by-step manner. Discuss how best to do this with your healthcare practitioner.
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An additional book providing you with practical ideas to reduce drinking (Fix your
drinking problem in 2 days) is available from www.fiveareas.com.

What about your sleep pattern?

If you are not sleeping well it can be tempting to go to bed either very much earlier or
very much later than normal. Napping is another habit that can end up backfiring by
upsetting the natural sleep—wake cycle.

Do | have a disrupted sleep pattern (time to bed/getting up)?
@ Yes[] No[]

If you answered ‘yes’, set yourself regular sleep times. Get up at a set time even if you
have slept poorly. Try to teach your body what time to fall asleep and what time to get
up. Go to sleep some time between 10 pm and midnight. Try to get up at a sensible
time between 7 am and 9 am. Adjust these times to fit your own circumstances. When
you cannot get off to sleep, do an activity until you feel ‘sleepy tired’, and then return
to bed.

Tossing and turning in bed and clock-watching
Do you find yourself lying awake in bed tossing and turning,
waking your partner up to talk (... are you awake?’) or just
watching the clock?

Yes[1 No[]

If you answered 'yes’, get up out of bed if you are not sleeping after 30 minutes. Go
downstairs and do something else until you are ‘sleepy tired’ again. Then return to bed.

Area 5: Feelings
A range of different emotions can be linked to sleeplessness.

Do | feel anxious when | try to sleep?
Yes[] No[]

If you answered ‘yes’, anxiety is a common cause of sleeplessness. It is often associated
with a triggering of the body’s fight or flight adrenaline response. This can cause
the person to feel fidgety or restless. You may notice physical symptoms such as an
increased heart rate, breathing rate, a churning stomach or tension throughout the
body. The anxiety therefore acts to keep you alert. This is the opposite of what you
want when you are trying to fall off to sleep.
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Am | feeling upset or low in mood and no longer enjoying
things as before?

Yes ] No []

If you answered ‘yes’, low mood and depression is a common cause of sleeplessness.
For example, a person who is feeling down may find that it takes them several hours to
get off to sleep. They may wake up several hours earlier than normal feeling unrested
or on edge. Treatment of low mood can often be helpful in improving sleep.

Other emotions such as shame and anger can also be linked with sleeplessness.

JTask

Look at the Five Areas assessment diagram below. Write in all the factors you
have identified that affect you. These are possible targets for change.

Life situation, relationships and practical problems

e.g. loud noises, poor mattress, too hot/cold etc.

\
Symptoms
e.g. tension, restlessness,
hear heart beating
in ear, etc.
J
A
/
Feelings Thinking
e.g. low or anxious e.g. over-worry/anxious thoughts
_ _ | 1.about the past/present/future
J‘ g 2. about not sleeping
.

Y

Behaviour
e.g. immediate: get up/
toss and turn/watch TV
Delayed: sleep late/nap during the
day/drink alcohol to get off to
sleep, drink too much coffee

My Five Areas assessment of insomnia.
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Overcoming sleeplessness

The treatment of insomnia involves two main steps:
1 Identify and challenge any anxious worrying.
2 |dentify and reduce any unhelpful behaviours that are worsening your sleeplessness.

Your Five Areas assessment will have helped you to identify the problems you currently
face and provided you with hints and tips in each of the main problem areas.
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SECTION 5: Conclusion

Sleep problems are common. Treatment involves setting up helpful sleep patterns and
challenging any anxious thoughts that act to worsen the problem.

Putting what you have learned into practice

@ Try to get into a routine. Go to bed and get up at a regular time. Don’t drink too
much coffee, tea, hot chocolate and cola drinks, which contain caffeine. Around five
cups or glasses a day of caffeine-containing drinks should be the maximum. Switch
to decaffeinated drinks or water for drinks beyond this.

@ Nicotine in cigarettes causes sleeplessness. Don't smoke just before bed.
o Don't nap during the day. It upsets your body clock.

@ Watch your alcohol intake. Alcohol causes sleep to be shallow and unrefreshing. It
also can make you wake up more to use the toilet.

e Consider the surroundings (noise, light levels, temperature and also the comfort
of your bed).

o If you don't get off to sleep, get up and leave your bedroom until you feel ‘sleepy-
tired’. Then return to bed.

Don’t expect to change everything immediately. However, with practice you can
make helpful changes to your sleep pattern. If you have difficulties just do what
you can.

My current goal

You can get additional help and support in problem solving at
www.livinglifetothefull.com
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My notes

Overcoming functional neurological symptoms © Chris Williams et al (2011) 271



This page intentionally left blank



Toolbox E

Illness, symptoms and other people

overcoming o

functional neurological symptoms:
A Five Areas Approach

273



This page intentionally left blank



Toolbox E: lllness, symptoms and other people

SECTION 17: Introduction

This workbook is aimed at not only at the person experiencing functional neurological
symptoms but is particularly focused on those important family and friends around
them. It summarises the key elements of the Five Areas Approach so that family and
friends can understand and offer support in the best possible way.

In this workbook you will learn about:

® What this course is about — and how the person is using it.

@ How best to help and communicate effectively.

@ Identifying helpful and unhelpful responses and learning ways of offering
effective support.

@ Looking after yourself and staying well.

® Putting what you've learned into practice in how you feel and what you do.

Background for friends and family

The course workbooks use a proven approach based on cognitive behaviour therapy (a
kind of talking therapy). Cognitive behavioural therapy is an effective form of treatment
that can be helpful for people with functional neurological symptoms. Usually people
would have a healthcare practitioner to help them work through this process, so you
might have to take on the role of a supporter to the person you know with functional
neurological symptoms. When symptoms have ground people down for a long time
it can be hard to be objective both about the current situation and about how things
were in the past. Your role as a supporter is to provide some of the information that is
currently closed off to the person and to help them be objective and view the situation
overall, and not just focus on the really difficult parts.

The approach helps us look in detail at five key areas of life. The Five Areas assessment
provides a clear summary of the range of difficulties a person may face in each of the
following areas:

1 Life situation, relationships, practical problems and difficulties (that is, the people
and events around you)

2 Symptoms in the body.
3 Altered thinking (with extreme and unhelpful thinking).
4 Altered feelings (also called moods or emotions).

5 Altered behaviour or activity levels.
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What a person thinks about a situation or problem may affect how they feel emotionally
and physically. It also alters what they do.

[ Life situation, relationships, practical problems j
Symptoms
A
N 4
Feelings < > Thinking
/ -
Y
4 N
Behaviour
- /

Because of the links between each of the areas, the actions that we take can worsen or
keep our symptoms going. Importantly, it also means that helpful changes in any one
of the areas can lead to benefits in the others as well.

About the workbook approach

The workbooks aim to help people bring about change in these five key areas. They
are practical workbooks, which involve stopping, thinking and reflecting on the impact
symptoms can have. They also teach key changes that can make a difference.
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SECTION 2: How you can help

All of us are surrounded by people — and have all sorts of different friendships and
relationships. The most important relationships are often with those people we either
live with, or have a lot of contact with — such as friends, family members, partners,
husbands and wives. When someone you know develops symptoms it can sometimes
feel difficult knowing how best to help. Their symptoms can affect you too.

You may also be concerned about the reactions of other people to your friend’s or
relative’s problem. For example, the attitude and comments of colleagues, bosses,
healthcare practitioners, other friends or relatives, etc.

Ideally, we all want to be able to count on others to support us when ill. Sometimes
however, we just don’t know how best to help. Friends and relatives often (but not
always) offer support when someone becomes ill. For example, in cases of flu, others
may help by cooking food, helping with child care and doing the ironing. If an illness
lasts for a number of weeks, months or years, you may find that this is difficult to keep
up. Sometimes you may not know how to respond or offer support beyond short-term
flowers and Get Well cards. Even when you try to help, you can be uncertain how
best to do this. You may struggle to know what to say. If you feel like this you may be
tempted to avoid talking about the symptoms and can even avoid visiting as a result.

Where the illness isn’t ‘obvious’ or always believed

When illness leads to a broken leg, there is a large plaster cast on the leg to see.
Similarly with a chest infection the person will have lots of green phlegm to cough
into little pots by their bedside. In cancer or heart disease there is a clearly diagnosed
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disease. Sometimes in functional neurological symptoms there is a clearly visible
physical symptom — such as weakness, paralysis, etc. However some symptoms are
not so visible, for example problems of tiredness, tingling, weakness, dizziness and pain.
Sometimes the problem is simply that people (including some doctors) just do not
know much about functional neurological symptoms. These problems are equally real.
However, because they are less obvious sometimes the reaction of others may be less
supportive. Part of this reflects difficulties others may have in understanding illness.

Checklist: Identifying some common problems that can arise for the person
facing symptoms

They can’t really talk and receive support from others. Yes [] No [
There is no one around who they can really talk to. Yes [] No [
Is anyone they know unsure about how best to offer support? Yes [] No []
Has anyone begun to drop away from offering them support? Yes [] No [J
Are people around them avoiding talking about the symptoms and Yes [] No [
their impact?

Are the involved healthcare practitioners able to offer the kind of Yes [] No [
support needed?

Do they have symptoms that aren’t ‘visible’ and obvious to others? Yes ] No [
If they would answer ‘yes’, does this seem to affect how others react? Yes [] No [

Write in what you have noticed here:

The vicious circle of avoidance

When a person feels anxious or worried about things it is understandable that they
tend to avoid situations, people, places, events or even conversations that they feel
may be difficult or stressful. This avoidance adds to their problems because although
they may feel less anxious or unwell in the short term, in the longer term such actions
worsen the problem. A vicious circle of avoidance may result. The problem with
avoidance is that it teaches people the unhelpful rule that the only way of dealing with
a difficult situation is through avoiding it. The avoidance also reduces the opportunities
to find out that the worst fears do not occur. It therefore worsens anxiety and further
undermines people’s confidence. The process is summarised in the diagram.
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Example: David and Anne

David is in his 60s and has fatigue and problems walking. David's wife Anne has
been very supportive and has taken on most work in the house and garden for
over a year. She is now beginning to struggle and is feeling angry at David. He has
changed so much from the man she once knew. He now sits in his chair watching
television and hardly goes out at all. Anne is becoming embarrassed whenever
friends ask her how he is. She is also ashamed about how angry she feels towards
David at times. As a result, Anne is spending more and more time out of the house.
She has become active in various local groups and when she is in tends to spend
more time alone in the kitchen or the garden. David and Anne rarely talk and are
drifting apart.

Stress and over-worry
What will others think?
I'm letting him down,
I’'m not being a good wife

Avoid any situations that

Worsen the situation seem to make things worse.
and how | feel. Avoid talking to David for long,
Feel | can't do anything stay out of the way. Change the
right, I'm a bad wife topic of conversation if others

ask about him

Withdrawal and emotional
distance from friends/relatives.
Spend more and more time out of the
house at groups and in the garden.
Avoid David even in the house.
Withdrawal and emotional distance
from our friends/relatives.

The vicious circle of avoidance: David's wife, Anne.

Sometimes, even just talking about the symptoms can become a topic that is avoided
at home or with friends. This can backfire because others may be misinformed and
misunderstand —in which case theirimaginations may go into overdrive. Misinformation
and rumour can actually create problems of gossip at work or among your neighbours.

Overcoming functional neurological symptoms © Chris Williams et al (2011) 279



Toolbox E: lllness, symptoms and other people

Also even among closer relatives and friends, there may be an embarrassment over
discussing things.

@The checklist below describes common areas of avoidance among families

and friends. If avoidance is a problem, it is likely that there will be examples of
avoidance in at least some of these areas.

Checklist: Identifying the vicious circle of avoidance

As a friend/family member, am I: Tick here if
you have
noticed this

Avoiding talking to others about the symptoms? O

Putting off all decisions until the person is better. For example, putting ]

holidays or other life plans completely on hold?

Not really being honest with others or with the person with symptoms. For 0
example, saying yes when | really mean no?

O

Trying hard to avoid situations that bring about upsetting thoughts/
memories?

Brooding over things and therefore no longer living my own life to the full?

Avoiding answering the phone, or the door when people visit?

Avoiding people/isolating the person with symptoms/us from others?

Avoiding being assertive?

oooog

Avoiding going out in public either by ourselves or with the person
experiencing symptoms?

O

Completely avoiding asking the person with symptoms about their problem?

O

Avoiding being at home: keeping so busy so that | don’t have to think about
the problem?

For partners/spouses: Avoiding sex or physical intimacy? 0

@ Am | avoiding things in other ways?

Write in here how you are doing this if this is applicable to you.
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To see if this applies to you ask, ‘What have I/you stopped doing because of
the symptoms?’ Think about whether the vicious circle of avoidance applies to
your situation.

Remember that at times the avoidance can be quite subtle. For example, choosing
to steer conversations away from difficult areas that would actually benefit from
being discussed.

Overcoming avoidance with clear communication

The only way of overcoming this is openness and honesty — and without this many
problems can arise. If you are a person who worries about hurting other people’s
feelings, or aren't quite sure how to discuss these things openly, you would find it
helpful to read Toolbox C (How to be more assertive).

You may find it helpful to make changes slowly. You could:

@ Choose to spend more time together.

@ Start to invite others round.

e Go out together if you can.

o Talk to each other — and listen, even if this is difficult.

@ Find common ground even if you feel you have drifted apart.

® Make a joint decision about the level of information to give others about the
symptoms. For example, deciding together on a simple one line reply. ‘Things are
much the same/going well’ might be enough for most situations.

Here are some practical phrases and strategies you can use to relate differently to
each other.

@ ‘This is obviously not a good time to talk, let’s talk about it later.’

@ Sometimes people need to work through an issue by talking at length. Let them talk,
often no comment is needed. Listen for the main message, and then pick up on this
point so the person knows you are really listening. For example, ‘It sounds like you
feel frustrated today ...’

o Offer praise and encouragement to build confidence, e.g.'l can see such a difference
from a month or so ago ...

® Actively look for things you can comment positively about.

@ Try to find at least three positive things to say every day.
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Q Children may have all sorts of unrealistic fears about possible

~

outcomes if they are kept in the dark, so aim to keep communication

clear. Here a child may worry that they have caused the problem,
or fear that their parent or sibling may die, or go away, as a result
of the symptoms. Take time to talk at the right level to your child in
ways they understand. Several good books are also available to help
children understand about symptoms.
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SECTION 3: Family and friends: Helpful
and unhelpful responses

When someone you care about needs your help, you often try to improve things for
him or her through a range of actions. These might include a range of helpful responses,
but also some unhelpful responses.

This section of the workbook focuses on the helpful and unhelpful behaviours that you
as friends/relatives/carers may do.

Helpful activities by families and friends

@ Finding out about the problem — through reading workbooks in this course, and
asking healthcare practitioners. This can help equip you with the knowledge and
skills you need.

® 'Being there’ for the person for the long term.
® Being willing to talk and offer support when needed.
@ Encouraging the person to put what they are learning in this course into practice.

® Keeping a positive but realistic outlook that change is possible but will take time.
Realising there are no quick fixes.

® Using your sense of humour to cope.
@ Planning time for you as well as for others.

e Using effective coping responses such as relaxation techniques (see Toolbox D) to
deal with feelings of tension.

® Seeing a healthcare practitioner for advice if you yourself feel down/depressed.

@ Am | doing any other helpful behaviours?

Write in what you are doing here if this applies to you.

By planning to boost these helpful activities, this can improve how you and those
around you feel.
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Symptoms

Improve
how I/others feel

Helpful
behaviour

Prevent or
reduce
problems

The circle of helpful behaviour.

Unhelpful behaviours by our family and friends

Sometimes, friends or family can act in ways that worsen the situation. These actions
often make people feel better in the short term. However, they can also backfire and
create further problems. For example, raising the voice in frustration can make a person
feel a lot better to begin with. However, it can have a damaging effect on relationships
and leave them feeling guilty. The results of unhelpful behaviours include immediate or
longer-term problems. These actions therefore become part of the problem. A vicious
circle of unhelpful behaviour may result. Other examples of unhelpful behaviour are:

o Offering ‘helpful advice’ all the time.
® A desire to do everything for the person.
o Constantly offering reassurance that everything will work out fine.

@ Overly protecting and suffocating the person by taking away all their responsibility
(and all their choices too).

There can be many reasons for family or friends to behave in this way. Often, it's due to
concern, friendship and love. Sometimes it may be the result of anxiety, or occasionally
guilt. Whatever the cause, when others offer too much help and want to do everything
for someone else, their actions can backfire in several ways.
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Feel upset, angry,
worried and uncertain
about how things are

going

Worsen how
I/others
feel

Unhelpful
behaviour

Create or
worsen
problems

The vicious circle of unhelpful behaviour.

Frustration and anger at healthcare practitioners

When someone takes on a supportive or carer role, it's common to sometimes
struggle. Different feelings such as demoralisation, worry, guilt, frustration or even
anger can occur. These frustrations can spill over into how you talk about healthcare
practitioners. It can be tempting to become critical and have very jaundiced views
of doctors. Most healthcare practitioners are able to offer helpful support to people.
However, from time to time even those working in the caring professions may not be
as good at offering the kind of support that you feel your relative or friend requires. But
the danger is that you undermine the advice that is being given in an unhelpful way.

Look at the following list and tick any activity you have found yourself doing over
the last month. A wide range of different unhelpful behaviours have been listed here
to help you to think about the changes that are happening in your own situation as a
supporter or carer.
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Checklist: Identifying the vicious circle of unhelpful behaviour

As a friend/family member, am I: Tick here if
you have
noticed this

Becoming overly protective of the person —wrapping them in cotton wool? O

Taking over all responsibility from the person, e.g. making all the key decisions O

with no discussion? The result is undermined confidence and often resentment.

Having a go at the person from time to time, through frustration or anger? O

Trying to control every aspect of their life? O

Talking only about how hard and difficult things are? This contributes to a U

downward emotional spiral.

Advising the person not to try approaches such as this one because of fears that U

it may do harm?

Criticising healthcare practitioners — because they haven’t been able to find U

acure?

Undermining/criticising advice the person has received from a practitioner? U

Helping the person to avoid doing things because of fears about what harm O

might result? For example, taking over going to the shops, driving.

Constantly reassuring the person? U

Constantly asking about the symptom, which just draws attention to it? O

Introducing the person as X, who has this problem, rather than just by their O

name? You have started seeing the symptoms, not the person.

Telling the person to avoid any physical activity or exercise as a result of U
concerns about their physical health?

Speaking for/over the person in social settings, or in medical outpatients, etc? O
You tell their story rather than them letting them talk.

Often these behaviours are carried out with good intentions, or as a means of feeling
better yourself in the short-term. The problem is that in the medium- to long-term
the responses backfire for you or the person themselves. For example, undermining
their belief in their healthcare practitioner may prevent them from engaging in
approaches that might help. Speaking for the person in social settings can undermine
their confidence and make it less likely that they will feel able to tackle their problems.

Wrapping the person in cotton wool

Offering extra special attention and support can also become unhelpful — even if done
with the very best intentions. The relationship may feel suffocating and frustrating.
They can end up feeling treated like a child. Arguments and little irritations build up and
are upsetting all round. Although you mean well, your actions can actually undermine
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your relationship.When trying to cope with symptoms it is important to encourage the
person to keep as active as possible within the confines of how they feel. If you take
responsibility for doing everything, the danger is that they are not as active as they
could be and you create unnecessary dependency.

@ Example: Becoming overly protective

* David has reduced activity and is worried by the long grass in his garden. His
wife has banned him from doing any of the gardening — even though she is
struggling to cope. They are paying a gardener and whenever David sees him
he feels deep shame that he cannot do even this. His wife's well-meaning and
overly protective actions have undermined how he feels.

* Jane's colleagues at work have taken over buying stock on her behalf and as a
result she can manage to avoid going to the supermarket. This seems helpful in
the short term, however in the longer term it is preventing her from rebuilding
her confidence and has had an unhelpful impact on her life.

@ Example: Fostering avoidance

* Caroline copes really well with managing her symptoms. However Caroline’s
husband often declines invitations for meals out and other social situations on
her behalf without checking first. He doesn’'t want her to feel under pressure
to attend social events. By doing this he limits Caroline’s ability to decide for
herself. This is in part due to him being unable to understand why she pushes
herself but his actions undermine her. She is now finding her social life is
becoming restricted. Her husband does this with the best intentions, but just
hasn't thought through the longer-term consequences.

Staying well
When you support others you also need to look after yourself and allow time and
space for your own needs. Depression and stress are very common among carers.

The danger is that you are so busy offering support that you have no time for yourself.
Helpful responses here include:

@ An open discussion of your own stress as an issue.
® Taking short breaks/holidays/weekends away with others.
@ Planning ‘me time’ such as hobbies/interests/night classes into the day and week.
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® Attending relaxation or stress management groups/classes or carer support groups.

@ Seeing your own doctor to discuss the need for additional treatment and support.

Problem actions and activities you need to be aware of

Although you try to cope as best you can, sometimes some of the ways of reacting
can backfire and worsen the situation. The following are among a range of common

unhelpful behaviours that you can try to help you cope.

As a friend/family member, am | trying to cope by: Tick here if
you have
noticed this

Throwing myself into doing things so there are no opportunities to stop, think O

and reflect

Pushing others away and being verbally or physically threatening/rude to them O

Becoming very demanding of others O

Looking to others to make decisions or sort out problems for me O

Drinking more than | should to block how | feel U

Using medication differently to how it is prescribed to improve how | feel or help O

me sleep, etc. (For example, taking an extra dose)

Eating too much (‘comfort eating’), or over-eating so much that this becomes O

a 'binge’

Trying to spend my way out of how | feel by going shopping (‘retail therapy’) O

Deliberately harming myself U

Taking part in risk-taking actions, for example crossing the road without looking, U

or gambling using money | don't really have

The next section provides some hints and tips of ways you can begin to reduce any

unhelpful behaviours.
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SECTION 4: Breaking the vicious
circles and building helpful behaviours

To successfully plan a reduction in unhelpful behaviours, or to increase helpful
behaviours, you need to have a clear plan. This applies whether the intention is to
tackle such problems in your own life, or in helping the person you care form such a
plan themselves.

Do:

@ Plan to alter only one key behaviour over the next week. Do this one step at a time
until you reach your eventual goal.

® Produce a plan to slowly alter what you do in a step-by-step way.

@ Ask yourself the questions for effective change that follow to check that the
change is well planned.

® Write down your plan in detail below so that you will be able to put it into practice
this week.

Don't:
® Choose something that is too ambitious a target to start with.
@ Try to start to alter too many things all at once.

® Be very negative and think ‘nothing can be done, what’s the point, it's a waste of
time’. Try to experiment to find out if this negative thinking is accurate or helpful.

Building helpful behaviours and reducing unhelpful
behaviours
The seven-step plan can help you to plan to do things differently.

Think about how you can begin to tackle the problems you face in your own life. This
may be either:

@ To reduce any unhelpful behaviour.

@ To build up a helpful behaviour.
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SECTION 5: Summary

In this workbook you have discovered:

® What this course is about — and how the person is using it.

@ How best to help and communicate effectively.

® How to identify helpful and unhelpful responses and learn ways of offering
effective support.

® How to look after yourself and stay well.

Putting what you have learned into practice
Reflect on the seven-step plan and consider how you can:

@ Reduce one unhelpful response over the next week

@ Plan to build upon one helpful response this week.

My current goal

You can get additional help and support in problem solving at
www.livinglifetothefull.com
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My notes
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4 R
Life situation, relationships and practical problems

What time of day is it? Where am 1? Who am | with? What am | doing? What has been said/happened?

G J
/ Symptoms \
Note down any strong physical symptoms you notice
at the time
. J
A
4 Feelings N 4 Thinking

How do | feel emotionally at the time? Am | anxious/ What went through my mind at the time?
ashamed/depressed/angry?

A
\ 4

Y

4 )

What did | do differently? Did | stop doing what | was
doing, or start doing something different?

Behaviour

. J

A Five Areas assessment of a specific time when | felt worse.
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THOUGHT FLASHCARD: Noticing and
changing unhelpful thoughts

Step 1: Think in detail about a specific time recently when
you have felt worse

@ Watch for a time when you feel worse, emotionally or physically.
Consider:
The time: What time of day is it? The place: Where am 1?

The people: Who is present? The events: What has been said/what has happened?

Step 2: Identify your key thought: what went through your
mind at the time?

You may notice several different thoughts.

@ Choose the thought that is upsetting you the most: this is sometimes called the key
thought as it is the key to understanding why you feel worse then.

@ Overall, how much did you believe the key thought at the time? Mark with a cross
or write a percentage:

Not at all (0%) Completely believed (100%)

Step 3: Does the key thought show one of the unhelpful
thinking styles?

® Am | being my own worst critic? (bias against yourself).

e Am | focusing on the bad in situations? (negative mental filter).

e Am | making negative predictions about the future? (gloomy view of the future).
® Am | jumping to the very worst conclusion?

® Am | second-guessing that others see me badly without actually checking if it's
actually true? (mind-reading).

® Am | taking unfair responsibility for things that aren't really my fault/taking all
the blame?

® Am | using unhelpful must/should/ought/got to statements? (making extreme
statements or setting impossible standards)?
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If you have answer yes to any of these questions, go to step 4. If not, stop here or
choose another thought.

Step 4: How does this key thought affect you?

Does it worsen how | feel and unhelpfully alter what | do?
e Did it make me feel more upset?

@ Did it stop/reduce me from doing something that would have possibly been fun/
given a sense of achievement? (reduced activity).

e Did it cause me to avoid particular situations, people or places leading me to restrict
my life and undermine my confidence? (avoidance).

@ Did it cause me to start doing something that ended up backfiring and worsening
how | or others feel — in the short or longer term (consider the impacts on you
physically, emotionally and on your relationships). (unhelpful behaviours).

@ Finally, did believing the thought prevent you doing something helpful — like going
out/staying active, etc.?

® Overall, did the key thought have an unhelpful effect on you?
Yes[] No[]

Step 5: Stop, think and reflect on the key thought

Simply noticing the key thought and becoming aware of its effects may be enough.

@ Label the key thought as just another of those extreme and unhelpful thoughts.
These are just a part of what happens to most people in times of upset.

o Allow the thought to be. Try to take a step back from the thought as if observing it
from a distance. Move your mind on to other more helpful things such as the future
or recent achievements.

® Move on. Make an active choice to stay active/face any unhelpful fears/choose to
react helpfully rather than unhelpfully

If this approach helps, then you can stop here. If you still find you are upset by the key
thought go to step 6.

Step 6: Reflect on the key thought in more detail

It's easy to believe the worst when you are upset. Question the thought — don't just
accept it. Is there anything to make you think the key thought is incorrect?
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You might find it helpful to imagine you are in a courtroom demanding answers of the
thought.

Use the seven key thought challenge questions — the questions the key thought
doesn’t want you to ask:

® What would | tell a friend who said the same thing?
o If I wasn't feeling like this what would | say?
® Am | basing this on how | feel rather than the facts?

® What would other people say? Have | heard different opinions from others about
the same thought?

® Am | looking at the whole picture? Are there any other ways of explaining the
situation that are more accurate?

® What would | say about this looking back six months from the future?
@ Do | apply one set of standards to myself and another to others?

You may find it helpful to come up with a new balanced and helpful conclusion based
upon your answers to these questions. Like a celebrity, key thoughts love attention. It’s
just not worth your attention. Allow it to just be.

Re-rate your belief in the key thought.

Not at all (0%) Completely believed (100%)

If this approach helps, then you can stop here. If you find you are still upset by the
thought go to step 7.

Step 7: Experiment: act against the original key thought

It is important to decide not to be pushed around by the negative thought. A good way
of doing this is:

@ Let it be — choose not to turn it over again and again.

@ Choose to act against the unhelpful thought. For example, if the thought says to
you ‘don’t go to the meal, you won't enjoy it’ — then go to the meal. If it says to you
‘nobody wants to talk to me’ — then choose to talk to someone and see how they
react. If it says 'you can only cope if you drink/over-eat, etc.' — then choose not to
drink or over-eat but instead respond more helpfully.

It may take time to build your confidence in this. The workbooks on overcoming
avoidance, reduced activity and unhelpful behaviours may help you plan ways of
slowly making these changes at a pace that you can cope with.
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\

Q Acting against your extreme and unhelpful thoughts will help
undermine them.

Remember: This process takes time. With practice, you will build
your confidence in using this approach.

-

You can also download additional worksheet resources free of charge from
www.livinglifetothefull.com and www.fiveareas.com.
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