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This handbook aims to offer support to anyone who has been touched by schizophrenia or
psychosis. Whether you have the iliness yourself or are caring for a family member or friend,
you will find information here to help you.

All the people involved in producing this handbook

have first-hand experience of coping with schizophrenia,
through caring for a family member, friend or patient.
Our aim is to offer straightforward and practical

advice on how to live with schizophrenia. There is no
scan or quick blood test to diagnose schizophrenia. O reWO r
However, a better understanding of the illness and

how it is treated, may help you make informed
decisions to ease your day-to-day living.

Schizophrenia is a grossly misunderstood illness. Myths and blatant untruths about the condition are regularly exchanged.

As a result, people with schizophrenia are often discriminated against. This can greatly increase their sense of isolation,
loneliness and fear.

Each chapter of this handbook explores a brief glimpse of how people live with schizophrenia. Every day, away
from the sensationalist press articles and TV dramas, real people with schizophrenia and their families are
quietly getting on with their lives, overcoming the many obstacles placed in their way.

At a time when science is breaking new ground, new treatments for schizophrenia are emerging
and our understanding of the illness is ever increasing, there is every reason to be positive about
the future. Nobody would pretend that living with schizophrenia is easy, but with support and
understanding it should become a journey a little less difficult to travel.
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“| started developing symptoms of schizophrenia
when | was at university studying psychology.

| was living with people I didn't know, and | began to get
very, very paranoid and suspicious of people around me. |
thought my housemates were plotting against me, and |
stopped leaving my room because I'd be so worried about
people reading my thoughts, or people implanting thoughts
in my head.

The first time | really noticed that something was wrong was
when | started sensing muffled screams just at the edge of
my hearing. Eventually | started hearing voices as well, and
in quite a lucid moment | looked up in my psychology
textbooks what hearing voices meant. It said psychosis, or
schizophrenia, which was very scary for me.

My flatmates would knock on my door and say: ‘Emma, are
you okay? But | just ignored them. They didn’t really know
that it wasn’t normal for me to just sit in my room and ignore
people. | went to see the university psychiatrist but | wasn‘t
able to explain all my symptoms because | got very paranoid
about him. He just thought | was depressed because I'd just
ended a relationship so he put me on antidepressants,
which made me overdose a few days later.

When | went back home for the summer holidays my
parents thought that | was being a normal hormonal
teenager, being moody and not wanting to go out, not
wanting to tidy my room up. But then | started behaving very
oddly. | started laughing to myself a lot and talking to voices
and my parents realised that | wasn’t really very well.

It wasn’t me that sought treatment, it was my family who
said: ‘Emma you have a problem, we need to seek help for
you'. Because | didn’t acknowledge that | had a health
problem, they had to actually go to the doctor and insist that
the doctor get a psychiatrist to come and see me.

Although | am quite open-minded, when | was first
diagnosed with schizophrenia | told my friends that | was in
rehabilitation for a drugs addiction. | told myself | had a
brain tumour - | didn‘t want to admit that | had a mental
health problem.

Emma Harding, Senior Project Worker and Coordinator,
User Employment Programme, Springfield Hospital, UK
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= Where is my life going?

Whatever happened to all those things you were planning to do; the dreams, the hopes and the
expectations? Was there really a time when the future didn’t seem so challenging, so difficult
and so bleak?

This is the harsh reality of schizophrenia. It is a condition
that affects people in the prime of life. If you, or
someone close to you, have schizophrenia,

then your life may never be the same again.

But that does not mean your life

will never be full and rewarding

again. As many people who have
been through this experience can fell
you, it is possible to rebuild your future.

The first step in taking back control of your life is to understand more about your situation. You may already have a
diagnosis, or you may be in “limbo”, somewhere between experiencing the first symptoms and receiving an
explanation of the cause. In either case you will be better prepared to face the future if you and your family and
friends know more about the condition and its treatment.




What is schizophrenia?

Schizophrenia is a mental illness that affects about one in every 100 people worldwide.

Anyone can develop it. Schizophrenia occurs in the young, the old and the middle-aged. It is seen in people
from all classes and a wide range of ethnic backgrounds. It affects just as many women as men.

There is evidence that schizophrenia runs in families and there may be environmental factors that
make it more likely. But the truth is that we do not really know the true cause of schizophrenia.

What we do know is that schizophrenia is a troubling condition that can significantly
disrupt the lives not only of those who have it, but also the lives of family and friends.
A common misconception is that it is the result of a “split personality”. This mistake
comes from the fact that the name “schizophrenia” was derived from two Greek
words meaning ‘split and ‘mind’. It was intended, however, to represent that
processes of thought, feeling and intention no longer interact to form a coherent
whole, guiding the person’s actions.

People with schizophrenia will have good days and bad days, and times where
they feel low or even hopeless. But appropriate medication can help stabilise the
symptoms, and understanding open communication and supportive therapy can
also help people with schizophrenia go on to live productive and fuffilling lives.




= Symptoms of schizophrenia

Having schizophrenia can feel like a roller coaster. There are many different signs and symptoms of
schizophrenia and they occur in different combinations and severities according to the individual.

Although the symptoms can occur at almost any stage of life, they usually first appear during late adolescence and early adulthood.
Men tend to develop symptoms in their late teens or early 20’s and women in their 20’s or early 30’s. Recognising these
symptoms can be particularly difficult if the iliness develops during teenage years, as changes in behaviour are common at this age.

Symptoms of schizophrenia affect the way you think, feel and act. Doctors divide them info three categories:

“positive” symptoms — such as seeing, hearing, smelling or tasting things that aren’t there and delusions
which can take many forms e.g. persecutory, telepattic, grandiose, religions, sci-fi or paranormal

’ : “negative” symptoms — such as low motivation or emotion and withdrawing from family and

{ friends, change in sleeping pattern, unsociable behaviour

| : 2 :‘f‘. “cognitive” symptoms — such as muddled thinking and being unable

| | to finish a sentence

"Q"'.- 2 b ___:_:j_-iF:‘: “‘—l_:_\
et -|“:-1‘?/ - ==y '{ ' People may have different combinations of positive, negative and cognitive
' . / symptoms. The following list describes the symptoms your doctor may refer to and
explains how they may make you feel.




Some symptoms may make you feel “crazy”. They are as Some symptoms may make you feel “lazy” and result in
real to the person with schizophrenia as they are unreal to you losing interest in people and things around you
their family and friends

How it may feel

¢ Hearing, seeing, feeling, tasting
or smelling something that is not
really there

¢ The most common hallucination is hearing
voices

* Some people, especially in the early days,
may find these voices a comfort, something
that is not frightening

¢ Others may have voices that may say
nasty or negative things or give orders

Strongly believing something that can not
be true. For example:

¢ thinking that you are being watched
through the television

¢ believing you are a famous person

¢ believing the television or radio is sending
you signals or messages

¢ having strange or obsessive religious beliefs

Extreme suspiciousness.

For example:

o feeling that other people are plotting
against you, trying to harm you or are
following you

¢ believing that aliens are following you

¢ believing you have been ‘abducted’ by
Martians and taken to another planet

How it may feel

¢ You may lose interest in all aspects
of your life

* Your energy may drain away and you may
find it difficult to carry out even the most
basic tasks, like getting out of bed or
cleaning the house

¢ You may lose interest in your friends and
prefer to spend most of your time on your
own, experiencing often intense feelings
of isolation

¢ You may find it a big effort fo read
a book or even watch a television
programme from start fo finish

¢ Remembering or learning new things, no
matter how small, may seem impossible




Some symptoms may make you feel “hazy”,
or as if you can‘t think straight

How it may feel

e Muddled thinking causing you to
become confused or fo lose concentration

* You start to say something but half way
through, forget whatever you were saying

e Thinking things through may take too much
effort and seem difficult to do




=> Early warning signs

The early signs of schizophrenia are often very difficult to recognise. With hindsight, many people will
look back and pin-point unusual behaviour long before a diagnosis of schizophrenia is given. But at the
time nobody realised that anything was wrong. Sometimes early signs of schizophrenia can be mistaken
for signs of growing up, drug abuse or of simply being lazy, arrogant or uncooperative.

If you are worried about your
behaviour or that of a member of
your family, the following list of
warning signs may help you
decide to seek help. But
remember, many adolescents or
young adulis experience some of
these changes in behaviour or
mood. Some of these can simply
be signs of growing up.







When to seek help

Because many of the early signs of schizophrenia commonly occur ordinarily in young adults, it can be difficult to
know when to seek help. If you are worried about yourself or someone you care for, it is best to rely on your
instincts. If you feel something is seriously wrong then it is better seek specialist help sooner, rather than later.
This chart offers a guide to the most appropriate response.

No action Contact school or suppor’r group Consult famlly doctor

Moody

Sleeping late

Who to approach for help

If you are worried that you, a friend or a member of your family might be showing early signs of schizophrenia you need to
seek specialist help. A diagnosis of schizophrenia can only be made by a psychiatrist. But because there are many other
conditions that can cause symptoms similar to schizophrenia, your first step should be consulting your doctor. He or she will
decide whether it is necessary to contact a specialist.

15



Waiting for a diagnosis

One of the worst times for those with early symptoms of schizophrenia is what's often called the “limbo” period between
developing symptoms and receiving the diagnosis. Unfortunately, there is no scan or blood test that can be used to
diagnose schizophrenia. A psychiatrist will need to observe the person’s behaviour over several weeks and conduct
interviews with both the person with symptoms and, if possible, members of the immediate family.

‘Shopping’ for a new doctor will
not make the diagnosis go away

How long will it take?

In some countries receiving an official diagnosis from a psychiatrist can take as little as six
weeks from the start of seeking help. In others however, it may take as long as 18 months
or more. Many people spend this time “doctor shopping”, searching for an explanation and
sometimes refusing to believe the diagnosis of schizophrenia. Once the diagnosis has been
made it is important to accept it and start to plan how you and everyone affected are going
to manage from now on.
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- Fact and fiction

Most people have heard of schizophrenia, often when it is sensationalised in the media, but few
people know what the term really means. This is understandable. Despite being so common,
schizophrenia is often wrongly portrayed in newspapers and on television. This can make
schizophrenia seem more frightening than it really is. The reality is that schizophrenia is a treatable
condition that only rarely causes people to become aggressive or dangerous.

Ten things you should

know about schizophrenia

=» Schizophrenia can be treated. One in
four people with schizophrenia
completely recover within five years.
For most others symptoms can be
decreased and well-being improved
at different levels.

=>» People with schizophrenia can =>» People with schizophrenia do NOT =>» Lots of people, whatever their illness,
achieve great things. Look at Nobel have a ‘split personality’. Although forget to take their prescribed
Prize winner and economist John they may behave unusually at times, medication. However, the
Nash, jazz frumpeter Tom Harrell, they do not suddenly change into a consequences of forgefting
Fleetwood Mac guitarist Peter Green. different person. schizophrenia medication can lead to a

relapse, or recurrence of symptoms.




=>» It is EXTREMELY RARE for people with  =» People with schizophrenia are NOT => What people with schizophrenia see

schizophrenia to be violent or lazy. Lack of energy is a symptom of or hear seems absolutely real to

dangerous. You are more likely fo the illness. It can be treated in day them — no matter how unbelievable

be knocked over by a speeding hospitals, drop-in centres or even by or unredlistic others may find it.

police car, than to be harmed by going back to work.

someone with schizophrenia. =» Relapse can make it difficult for

=» Caring for someone with people with schizophrenia to return

- Schizophrenia is NOT caused by bad schizophrenia can be rewarding. to their previous level of well-being.

parents. People with schizophrenia Difficult, certainly. Exhausting, af This means it is VITAL to continue

have good parents, bad parents or times. Frustrating, almost always. But taking medication and attending

completely indifferent parents. Just helping someone rebuild their life, therapy sessions, even when the

like everyone else. whether as a family member, health sympiomsiseem to be under control.

professional or friend, can bring
immense.personal.satisfaction.




Why me?

It's a question that most people affected by
schizophrenia ask at some stage. “What have |
done to deserve this?” The answer is “nothing at
all.” Nobody is to blame for schizophrenia. Not
you or anybody else.

Schizophrenia is an iliness of the most complicated organ
in the body - the brain. Although, we don't fully
understand why the brain malfunctions in this way, we do
know that certain parts of the brain of people with
schizophrenia produce excessive quantities of a
neurotransmitter called dopamine, while other parts of
their brain may have too little dopamine.

‘Dopamine’
stands accused

in schizophrenia



Dopamine plays an important role in the way we feel pleasure and experience different moods. Too much
dopamine may throw these feelings and senses off balance. It may cause people to experience feelings of
paranoia, have delusions or hear voices. These are called “positive symptoms”. Too little dopamine may cause
feelings of confusion, apathy, loneliness and fatigue called the “negative symptoms”.

The reasons why dopamine levels
become unbalanced are not fully
understood. In truth, the onset of
the schizophrenia is probably

due to a combination of factors.

These factors include:
=> Family history — there is a slightly higher than average chance of developing
schizophrenia if a close family member has the iliness. However, even if both parents
have schizophrenia there is still a 60 per cent chance their children will not.

=» Growing up in the inner city.
=» Abusing drugs such as cannabis and amphetamines
=» Being exposed to stressful events.

=» Certain infectious diseases.
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How will schizophrenia affect my life?

This depends on how quickly you get help. Many people with schizophrenia live full and productive lives.
With regular medication and the support of family, friends and healthcare professionals, many people
are able to manage their symptoms and regain an acceptable level of stability in their lives.

Untreated, however, schizophrenia can do more and more damage. If symptoms are severe, carrying out basic everyday tasks
may be problematic. You may find it difficult to look after yourself, forget to eat properly, or brush your teeth or wash regularly.
You may find yourself drinking more alcohol, smoking or taking drugs. As a result your physical health may also begin to suffer.

Symptoms such as hearing voices or Lack of energy and motivation may All of these symptoms may make you
seeing things that are noft really there leave you feeling like there is no point feel very low and depressed. At times
can be very confusing and make it hard in getting out of bed. All you want to do  you may even feel that you are stuck in
to concentrate on important things like is stay indoors and shut the rest of the  a hopeless situation with no way out.

your job or studies. Learning new tasks  world out. The less you go out, the This is not unusual and it is important to
or remembering things can also more isolated you become and the ensure that you do all you can to lift
become increasingly difficult. more difficult it becomes to break out of  your mood, and talk to someone you

this vicious circle. trust about your feelings. Chapter 3
Schizophrenia is likely to affect your contains more advice on how to
relationships with other people. You may combat negative feelings.

begin to feel that people close to you no
longer like you or are plotting against
you. It can become difficult to trust even
close members of your family. Strangers
may seem scary or threatening.




=2 How will the illness progress?

Prodromal phase — before your illness begins in earnest, you may notice a gradual change in your mood
and behaviour. You may begin to withdraw from social contact, start acting strangely, feel tired and listless
and begin to neglect your appearance and personal hygiene. Your world may seem to be changing. You
may feel neither happy nor particularly sad, just emotionally flat. Many people with schizophrenia learn to
recognise these early symptoms as a warning that they may be about to relapse into the active phase of
their disease. A review of your treatment at this early stage can prevent that damaging relapse happening.

->

Residual phase - as the treatment takes effect most people find that their condition
stabilises and the acute symptoms begin to disappear. Some symptoms (lack of energy,
social withdrawal etc) may remain for a varying time period — for some they may
disappear quite quickly, for others they may not disappear. This phase can last many
years, often interrupted by relapses into the acute phase. With regular medication and
support, however, many people can keep these relapses to a minimum.




= What are my chances of getting better?

=» About one in every two people goes for long periods of symptom-free remission, interspersed with
occasional relapses during which some symptoms return. The severity and frequency of these
relapses varies greatly and often depends on the quality of the care and support the person receives.
After a first psychotic episode up to three-quarters of people who stop taking their medication relapse
within one year. This figure drops to less than half in people who continue to take their medication.




The need to go to hospital

The maijority of people with schizophrenia receive most of their treatment close to home from a team of
doctors, nurses, social workers, occupational therapists, psychologists and other community-based
support services. There are, however, times when you may need to go to hospital. You will probably
receive your initial diagnosis from a psychiatrist in hospital. You may also attend regular check-ups
to ensure that your treatment is working and not causing any unacceptable side effects. If you
become very ill hospital may be the safest place to be. You may need to be admitted for
anything from several days, to some weeks and in some cases a few months, so that you
can receive 24-hour care. You will probably stay in the psychiatric ward.
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How can | understand my treatment?

Your doctor will try to explain your symptoms in a simple, easy to understand way. However,
there are many technical terms you may hear that will be unfamiliar to you. The glossary in
Chapter 9 will help you understand these terms. Don’t be afraid to ask questions or write things
down. If it is all too complicated to understand, ask the doctor to simplify it. Ask if there is any
written information that you can take away.

Importance of self-management

Many people with schizophrenia learn to recognise when they are about to become unwell or
experience a crisis. Close family members can also help identify warning signs such as loss of interest,
disturbing dreams, or problems with concentration, which tend to occur about a week before a relapse.

Being aware of changes in your mood and behaviour can help you manage your illness and help you deal with an impending
crisis. You may need extra support from your psychiatric healthcare team or your psychiatrist may need to review your
medication. Planning what you need to do in advance of a relapse can make sure you get extra help quickly and efficiently.

Family members can also react to the warning signs by making sure that they are especially careful to avoid criticism or hostility
during your vulnerable period and that they are available to offer extra support if needed (see Chapter 8).



There was a time when Patrick actually enjoyed
hearing the voices.

Of course, they were worrying to begin with. He couldn’t
understand where they came from or why they were talking to
him. Several times he had to go and check he hadn't left the
radio on.

But as time passed the voices became more familiar and he
began to get used them. After all, he had been feeling pretty
lonely since moving to Dublin to continue his studies. And while
the voices might be a bit confusing, at least they were company.

For some reason, Patrick had found it hard to make friends
with his new fellow students. He’d never had a problem
socialising when he was growing up back home. But now,
talking to people seemed to take more and more effort and
after a while he simply couldn’t be bothered. He even stopped
going to the cafeteria with the other students for lunch. He just
didn’t seem hungry any more.

After lectures he would go back to his room, and bury
himself in his studies. If the voices came, he would sit back
and listen to what they had to say. But recently the voices
had turned nasty. Before, they used to say such
complimentary things. How he was destined for glory. How
God had chosen him to save mankind. How only he could
expose the terrorist cell that had infilirated the student flats.

What they were saying now was dark and frightening. The
terrorists were on to him. They were in league with the
secret police. And they were watching him through the CCTV
in the street.

Then one night the voices woke him, shouting out a warning.
The terrorists were coming. They would be here any minute.
He had to escape. Patrick screamed out into the night for
help. He could hear his neighbours shouting, sirens in the
street, then a banging on his front door.

A few hours later Patrick’s parents arrived. The doctor, who
had come to Patrick’s flat with the police, had called them
and told them what had happened. He explained that
Patrick had experienced an “acute psychotic episode” and
would need hospital treatment immediately.
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Dealing with the diagnosis

If you or someone close to you has just been diagnosed with schizophrenia it is only natural to feel
a strong sense of disbelief and denial. You may be confused about what having schizophrenia
really means. You and your family may also be reluctant to believe the diagnosis and may go in
search of a second or third opinion. All of these reactions are normal and understandable.




=2 Making sense of the diagnosis

At such a worrying time it is bound to be difficult to take in all the information you will be given about
your condition and its treatment. If you feel that things are happening too fast, there are a number of
things you can do to try and make sense of the situation.




Learning to cope

If you receive a diagnosis of schizophrenia it will be useful to learn some “coping strategies”. The
following strategies may help you avoid some of the triggers of schizophrenia symptoms and prepare
you for any crises that may occur.

Learning to reduce stress

One of the most common triggers for schizophrenia symptoms is stress. Unfortunately, because having
schizophrenia is extremely stressful in itself, stress is almost impossible to avoid. Nevertheless, it is
important to realise that stress is not unique to people with schizophrenia. Nearly everybody gets
stressed at some point. Some people just manage to deal with it better than others.

The following strategies may help you either reduce the stress in your life or cope with it better.

=» Learn what happens to you during stressful situations = If you feel a situation is becoming stressful (a crowded
using the table shown in this section. This will help you street or shop for instance), withdraw gradually. Trying fo
recognise the warning signs. escape suddenly can make you feel even more stressed.

=>» Write a list of situations that make you feel stressed. What = Avoid alcohol, illicit drugs and caffeine (in teq, coffee and
can you do to avoid them? If you can’t avoid them, is there cola). These may relax you at the time but cause “rebound”

3 O any way you can make them less stressful? anxiety later on.



Talking to someone you trust will help

=> Learn to relax
— see the strategies below or ask your doctor, nurse or
occupational therapist about relaxation training.

For instance:
e listening fo music

e taking a bath
e going for a walk
e reading
e surfing the internet
e going fo the cinema or watching TV with a friend
e playing sport
e swimming
e meditation
® yoga
=> Find someone to talk to. You are not alone. If you have a problem, share it with someone you trust.
=>» Simplify your life — don’t take on too many tasks and try to do just one thing at a time.
=» Make a schedule for each day and stick to it.

=> If a conflict with someone is causing you stress, try talking to a person who is completely external to the
situation to see if they can help sort it out with an objective view of the circumstances.
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What happens at times of stress?

In our mind To our body

We think about problems over and over again Hands tremble and feel sweaty

We become worried about being worried Dry mouth and throat
(circular thinking)

Thumping heart

We become confused Tightness in the chest

We feel afraid, even when there is no danger Headache and fension in the neck muscles

The world around us feels out of control Musdle stiffness

We feel like something terrible is going to

happen at any moment Tingling fingers or pins and needles

Difficulty breathing

Dizziness, often caused by breathing too fast




=> Learning to beat low mood

Around one third of people with schizophrenia also suffer from low mood or depression. Perhaps, this
is understandable given the difficulties they face. However, this does not mean you simply have to put

up with feeling this way. There are many things that may help improve your mood and combat the
feelings of depression:




= Learning fo relax

Simply slowing down your breathing can help you cope with anxiety and reduce stressful feelings. Whenever you feel
particularly anxious or stressed, breathe in deeply through your nose, count to ten then let the air out gradually, saying the word
“Relax” to yourself as the air releases. Now start to breathe in a six second cycle: In for three seconds, out for three seconds. At
the end of each minute, hold your breath again for ten seconds.

Choose a quiet, warm room in a place where you feel comfortable and safe. Place a mattress or comfortable rug on the floor.
Dim the lights. Light a scented candle and play some music or a relaxation tape (you can buy these). The music you choose
should be soft and gentle. Avoid songs with lyrics that might distract you. Now lie down and begin some relaxation exercises.

For instance, when lying down concentrate on gradually relaxing all your muscles. Begin at your fingers‘and toes and slowly
release the tension, moving along your arms and legs then body and finishing with your neck and head.

Occupational therapists will be able to offer specialist advice on relaxation techniques. Or ask your doctor about relaxation training.
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Learning to combat negative thoughts

Sometimes you may feel that everything is getting you down and that life is all too much to cope with.
Thinking about suicide is quite common among people with schizophrenia. It is important to remember
that and there are a number of things you can do to try and

suppress these thoughts.

=» Try to talk to someone who you trust. Expressing your feelings can make them seem less overwhelming and may help to
change your mood. If you have thought about suicide, don’t be afraid of telling someone. Talking about suicide won't make

it more likely to happen

=> Try to change your immediate surroundings. If you are in your room, go outside for a walk, visit a friend or relative or
simply move to another room

=> Make a list of all the positive things about yourself, your friends and the people you care about. Use this list to
fight the suicidal thoughts

=» Agree with members of your family that you will call them if you are ever feeling suicidal

=>» Call the doctor or hospital if you feel overwhelmed by suicidal thoughts




Alcohol and illicit drugs are not the answer

Many people with schizophrenia turn to alcohol and/or illicit drugs to try to relieve symptoms or to
help them cope with feelings of fear, isolation or depression. The use of cannabis,
amphetamines and other substances like cocaine is especially common among young
people with schizophrenia.

Although some people claim that using illicit drugs gives them temporary relief or restores normality in

their behaviour or blunting of symptoms, in the long term they may actually be making their

schizophrenia symptoms worse. There is plenty of evidence to show that these substances

worsen the psychotic symptoms of the illness — paranoia, hallucinations and delusions. They

can also ‘trigger’ a psychotic episode of schizophrenia, even in those who have never had

an episode before, but who may be at high risk of developing schizophrenia - for
instance, people who have close family members with schizophrenia.

If you ‘treat’ your schizophrenia symptoms with substances such as cannabis
you also delay getting an appropriate prescription for antipsychotic
medication. The longer the delay in getting medication and other
therapies, the longer the schizophrenia episodes will last. This will
reduce your chances of improving your life and your control over
your condition.
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=2 How can families get help?




- Keeping your own support network of friends and colleagues

- Recognising signs of stress in yourself

- Keeping up your interests outside the family

- Taking a little time each day just for you
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Now the music from Elsa’s room is getting louder and louder.
When Anna asks her to turn it down, Elsa screams at her:
“Get out. Of course the music’s loud. It has to be to drown out
all your chatter.”

A little later Anna finds her daughter banging her fists hard
against her head. Something clearly needs to be done, so
Anna makes an appointment with the family doctor.

When Elsa sees the doctor, however, she seems much better.
She is rational and in control and answers the doctor’s
questions clearly and calmly. The doctor prescribes some
antidepressants and asks Elsa to come back in six weeks’ time.

Six weeks later, Elsa has not taken a single tablet. Her strange
behaviour has continued and now she is refusing to go back to
the doctor.

In the end Anna decides to visit the doctor alone. To help her
explain the problems she writes down a list of all the unusual
things Elsa has done, her strange sleeping patterns, and her

aggressive outbursts. The doctor agrees to make a home visit
later in the week.

After seeing Elsa the second time, the doctor decides to refer
her to a psychiatrist.

“You must think it's something fo worry about then?” asks Anna.

The doctor explains that Elsa’s behaviour could be due to a
number of causes. It might be a physical or a mental
illness, he says. The doctor gives Anna some leaflets on
mental illness. “The psychiatrist will be able to make a
proper diagnosis.”

Over the next six months Anna and Elsa visit the hospital
several times to see the psychiatrist and other members of
the psychiatric team. After a series of detailed interviews, with
both mother and daughter covering all aspects of Elsa’s life,
the psychiatrist finally makes her diagnosis.

“Elsa, we would like to inform you that you have
schizophrenia,” she says.
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= Is there a cure?

Although, as many as three in four people with schizophrenia
improve significantly or recover fully, there is no known cure for the
iliness. The only way to control symptoms is with antipsychotic
medication, combined with other non-medicine supportive therapies.




a History of Schizophrenia Treatment

With no effective medicines available, doctors in the early 20th century used a
crude form of electroshock therapy to treat patients with schizophrenia. This
caused excessive fever and epileptic seizures, which appeared to decrease
psychotic symptoms. Insulin therapy was also used to sedate patients and
reduce the number of functioning brain cells.

Surgery was also sometimes used to remove the part of the brain that
processes emotions. Known as lobotomy, this procedure helped control
aggressive behaviour but left patients subdued and lacking emotion.

The first antipsychotics became available in the 1950s. Throughout the 1960s
more sophisticated antipsychotic drugs such as haloperidol and
fluphenazine, were introduced. Known as typical antipsychotics, these
medications became the treatment of choice for the next 30 years. Typical
antipsychotics continue to be used as a treatment option.

However, although effective against the positive symptoms of
schizophrenia, typical antipsychotics have a number of side effects and only
limited effect against the negative symptoms of schizophrenia.

In addition, they have no effect on cognitive symptoms.




9 History of Schizophrenia Treatment

In 1990 a new class of medications, known as atypical antipsychotics, was
introduced. These new agents are effective in controlling the symptoms of
schizophrenia and less likely to cause some of the side effects
experienced with previous medications. In addition, these agents were
effective against positive, negative and cognitive symptoms.

There are now a number of different atypicals available. Each has its own
advantages and disadvantages, allowing treatment to be tailored to the
needs of individual patients.

Most official guidelines now recommend that atypical antipsychotics should
be the first choice treatment for schizophrenia.

Our understanding of schizophrenia is improving all the time. And as we
gain a greater insight into what causes schizophrenia symptoms, so new
treatments continue to emerge. A new type of antipsychotic
medications is likely to be effective in controlling the symptoms of
schizophrenia and less likely to cause some of the side effects
experienced with previous medications.




Antipsychotic medication

Antipsychotic medication is the most effective way to control the many symptoms (e.g. hallucinations, delusions, and thinking
problems) associated with schizophrenia. There are a wide variety of these medications available and you may need to try
several before finding the one that is best for you.

Antipsychotic medication can be divided info three categories - typical, atypical and a new type of antipsychotics.

Typical antipsychotics

haloperidol; trifluoperazine; chlorpromazine; thiothixene; perphenazine; fluphenazine

Typical antipsychotics have been around since the 1950s. They work by blocking dopamine receptors in the brain.

- effective at controlling hallucinations, delusions and paranoid thoughts.

- little effect on the negative symptoms of schizophrenia such as low motivation, emotional flatness and social withdrawal. High
incidence of uncomfortable side effects including uncontrollable movements such as tremors and shaking, dry mouth, and
extreme tiredness. Because of these side effects, typical antipsychotics are no longer considered the first choice medication for
schizophrenia. However, if you have been using these drugs without problems there is no need for you to change.




atypical antipsychotics

Examples of generic names include:
clozapine, olanzapine, quetiapine, risperidone, zotepine

— effective at controlling the positive, negative and cognitive symptoms
of schizophrenia. Low incidence of movement side effects seen with the
earlier atypicals.

— different atypicals have different side effects. For example, weight
gain tends to be a problem with some atypicals, and sexual
dysfunction with others.

Dopamine Stabilisation is the key
to controlling schizophrenia symptoms




Example of generic name:
aripiprazole

— highly effective at controlling the positive, negative and cognitive symptoms of schizophrenia.
Low incidence of movement side effects. No increased risk of weight gain or sexual dysfunction.

- Some people may experience
insomnia, others an increase in activity.

e
Balancing Dopamine helps to
balance symptoms




Tailoring treatment

With a variety of so many medications for
schizophrenia to choose from, your
psychiatrist should be able to find one that
suits you. This choice will depend on a
number of things — how well the medicine
controls your symptoms, whether you suffer
any unacceptable side effects and on how
you feel about your own treatment. It is
most important that you let your psychiatrist
know what you most want from your
treatment. If there is a particular symptom
that troubles you or a side effect that you
are most keen to avoid, let your doctors
know. They may be able to tailor your
treatment accordingly.

A8 mereisno-ONE Size fits all’

when it comes to medication



= Switching treatment

Any change to your treatment can be confusing. You may have to take your new medicine at different
times of the day, it may cause different side effects, or it may affect your symptoms in a different way. It
is therefore important that you ask for information on your new treatment before you take it. You should
also make sure your family know that you are changing to a different medication and that both you and
they know who to contact if you have any problems.

Types of medication

What the doctor calls it Type of medicine

TABLET

Oral Tablet that you swallow, usually with liquid
Oral dispersable tablet (ODT) Tablet that dissolves in your mouth
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Side effects What to expect

With the diverse choice of antipsychotic medication on offer, it is no longer
reasonable to expect people with schizophrenia to put up with deeply
unpleasant side effects. If you feel you are suffering unacceptable side

effects you should tell your doctor or psychiatric nurse immediately. Many
side effects can be reduced or eliminated simply by changing the dose or
even the drug you use. Others can be controlled by other drugs or by altering
your diet or lifestyle. You should also let your doctor know if you have suffered
any side effects to any medication in the past. This may affect the type of
antipsychotic drug he or she chooses to give you.




Taking your medication

Antipsychotic medication is designed not only to help make you better
but also to keep you well. This means that you need to keep taking the
medication, even after you start to feel better. One of the most common
reasons for people relapsing after a

successful treatment is that

they stop taking their

medication correctly.

Common reasons for not
taking antipsychotic medication
correctly include:

The person does not realise or accept he or she is ill - this is where the encouragement of
friends and family can be essential in ensuring that the medication is taken according to
the doctor’s instructions

The side effects are unacceptable - if this is the case, talk to your psychiatric nurse
or psychiatrist. It may be possible to alter the dose of your medication or switch
to a new one

The medication schedule is too complicated — again talk to a mental health
professional. They may be able to simplify your schedule or suggest a medication
that is simpler to take. In some cases the doctor may recommend the use of a
“depot” injection. This is given once every two or three weeks and means it is not
necessary to remember to take the medication every day

Sl



When discussing your medication with your doctor or nurse
there may be questions you want to ask.
Here are some suggestions:

How wiill this drug help me?

Which of my symptoms will it help me with?
What are the risks of this drug?

What are the side effects?

Who should | talk to if | think | am having side effects?
What are the benefits?

Do you know
everything you
need to know
about your
medicine?

How long will it take to see some benefit?

Can | get hooked on it?



= Treatment diary

You may have to try several different antipsychotic medications before you find the one that is right for
you. You can help your doctor decide which drug suits you best by writing down what you like and what
you don‘t about each medication you try.

53



Non-drug treatments

This is a relatively shori-term psychological therapy used to treat a wide range of mental health problems. In schizophreniq,
it is thought fo be most useful in helping to reduce delusional beliefs and to combat depression.

The ultimate goal of cognitive behaviour therapy is to change any unhealthy patterns you may have developed in your thinking
or behaviour. This will, in turn, help change the way you feel.

Most cognitive behaviour therapists are psychologists, although doctors, nurses, counsellors and social workers can also use
the technique. The therapy is usually given in structured form. You and your therapist will agree a number of goals and set
certain tasks for you to carry out in between sessions.




=

Psychotherapy

® anxiety

* panic attacks

e phobias

e emotional problems
e stress

¢ insomnia
e depression
e relationship problems
¢ psychological sexual problems




=2 Non-drug treatments

Family therapy Counselling

e The existential approach which will
encourage you to explore the
meaning and value of your life and
learn how to be true to your own
ideals, priorities and values.

e The person-centred approach
which views you as the best
authority on what is happening to
you. This approach aims to help you
create the conditions that will allow you to
fulfill your own potential for growth.




-2 Choosing a therapist

With so many different non-drug therapies to choose
from, it can be difficult to decide which is the best for
you. Many people find it is easier to make this
choice based on the therapist rather than the
therapy they are offering. For instance, you
might want to see a therapist from a similar
background or culture to your own. You
might prefer a female or male therapist.

Indeed, research has shown that how you get
on with the individual therapist is more
important than the type of therapy you get. If
you and the therapist can work well together,
trust and respect each other, it is more likely that
the treatment will work.

Your doctor should take your preferences and feelings
about the therapist into account when recommending a
non-drug treatment. You may also get good advice from
voluntary organisations and support groups.




Questions to ask your therapist

What kind of therapy do you offer and what is it trying to achieve?

How long do the sessions last?

How often are they held?

How many sessions am | likely to need?

How long before | should expect to feel some benefit from therapy?

Can | contact you between sessions if | need to?

What training have you had and how many years have you been practising?
Do you belong to a professional organisation?

Have you had experience of working with people with schizophrenia?



Marek was first diagnosed with schizophrenia
seven years ago and has been on medication
ever since. The treatment has proved highly
effective at controlling his symptoms and he has
been able to continue working as a teacher at a
school in Stavanger.

However, Marek has undergone several changes to his
medication over the years.

Initially, he was prescribed a typical antipsychotic, which he
took at 3mg twice a day. This seemed to control his symptoms
but caused some side effects. Marek’s energy levels dropped
alarmingly and he found it increasingly difficult to last the

whole school day without falling asleep. He also found that his

hands would often shake uncontrollably, which could make it
difficult to write on the blackboard. But the side effect that
distressed Marek the most was a spasm affecting his mouth
and tongue. At one point Marek became so concerned that
his students were mocking his slurred speech that he started
to refuse his medication. He became irritable, easily distracted
and forgetful.

Fortunately, Marek’s partner recognised these early signs of
a relapse and persuaded him to revisit his psychiatrist and
have his treatment programme reviewed. The psychiatrist
decided to change Marek’s medication to one of the newer
“atypical” antipsychotics.

Marek’s condition soon began to improve. His signs of
relapse disappeared and so did the unpleasant side effects
of his previous medication.

No longer held back by his tremor and slurred speech,
Marek began to feel less self-conscious in front of his classes
and he approached his teaching with a renewed vigour.
Over the next few months however, Marek began to feel self-
conscious about something else entirely. He appeared to be
putting on weight.

Marek decided to take more exercise and to go on a low fat
diet. But although Marek’s weight gain slowed a little, there
was no denying the fact that he was still getting heavier.

Finally, Marek decided to seek help from his family doctor
who informed him that weight gain was, indeed, a known
side effect of Marek’s atypical antipsychotic.

Marek returned to his psychiatrist for another review of his
medication. This time another atypical antipsychotic was
prescribed. Over the next few months Marek weight began
to fall. Furthermore, Marek has also managed to stick to the
low fat diet and exercise programme. He says he feels the
fittest he has ever been.
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Reaching out for support

Nobody could pretend that living with schizophrenia is easy. But you don’t need to struggle
alone. There is a huge support network out there made up of dedicated professionals,
committed volunteers and people who simply love you and care for you very much.
Making full use of these people’s support will help you along the road to recovery.

ﬁ_%_ ,_] i L,,r__\ _-L“.*E'__ .
There is a huge support network

of people who care for you




The family doctor

When you first fall ill, the family
doctor is probably the first
medical professional you will
see. Although unlikely fo be an
expert in mental illness, he or
she will be able to check for
any other causes of your
symptoms and will know
where to refer you for
specialist care. The family
doctor will also be able to help
you with any other health
problems you may have.

The psychiatrist

The psychiatrist is a specialist
in mental health. He or she
will make your diagnosis and
discuss what treatment you
should have. If you have any
questions or concerns about
your condition, its treatment
and any side effects you may
be having, you should ask to
speak to the psychiatrist.

The psychiatric nurse

The psychiatric nurse is
probably the mental health
professional you will see
most. He or she will be
responsible for making sure
you receive your medication,
encourage you to take it, for
assessing your response to
treatment and for monitoring
any side effects.

The social worker

The social worker will help
you reintegrate yourself back
into life. This may be by
putting you in touch with
other support agencies,
helping you sort out your
housing or benefit needs, or
ensuring that you receive the
services you are entitled fo.




The occupational therapist
Occupational therapists can
help you get back fo work,
either in your old job or, if that is
not possible, by finding new
employment. The occupational
therapist will help you identify
the key skills you already have
and gain the skills that you
don'.

The pharmacist

A pharmacist can help you
with any questions you may
have about your medication.
So, if you are worried about
side effects or whether your
treatment is properly
controlling your symptoms,
the pharmacist can give you
expert advice that is easy to
understand. If you need
medication for any other
condition, the pharmacist will
be able to advise you on
which drugs are compatible
with your antipsychotics.

The psychologist

A psychologist is trained in
the study of human behaviour
and experience. When
involved in the area of mental
health, the psychologist
usually works as a clinical,
community or counselling
psychologist, and unless also
medically qualified, does not
prescribe medication.

Support groups

Patient organisations, mental
health charities and support
groups are an invaluable
source of information and
support. Often run by people
who have direct personal
experiences of situations
similar to your own, they can
help guide you through the
difficult journey towards
recovery.




Telephone helplines

If you don't want to talk about
your problems with someone
face-to-face, a telephone
helpline is a good place to
begin looking for advice,
information and support.

Sports clubs/Hobby groups
Just because you have
schizophrenia doesn’t mean
you shouldn’t have other
interests. Indeed, keeping
active and meeting other
people who share your
interests can help improve
your mood and keep you
interested in life.

Citizen’s advice agencies

You may be entitled to
benefits to help with your
housing and welfare costs.
Expert advisers can help you
work out what you are entitled
to and how to claim it.

The internet

Learning how to use the
internet can open up a vast
library of information on
schizophrenia and related
conditions. Email and
chatrooms can also put you in
touch with people who may
have experiences similar fo
your own.

Ask your key support
worker for advice on good
internet resources.




Family and friends

When going through the
trauma of mental illness it is
often easy to lose sight of the
fact that there are people
who still love you and care for
you. As a result many people
with schizophrenia feel
isolated and alone. That is
why there really is no
substitute for the support
offered by family and friends.
Family and friends can offer
both emotional support and
practical help in dealing with
the illness.

Family/Carer networks
Caring for someone with
schizophrenia can be an
exhausting and stressful
experience. You may feel that
you are just as much in need
of support as the person you
are caring for. There are
many networks of people in
your position, which can
allow you to share
experiences and to offer and
receive advice.







- Always two steps forward,

Recovering from schizophrenia is a difficult road to follow. Just when you think you are getting somewhere,

another setback appears on the horizon. This can be terribly dispiriting, but learning to accept the
disappointments is all part of the process.




Regaining your confidence

When you start to recover there still may be times when you feel low
and lack confidence. You may have feelings of shyness and be
reluctant to interact with people the way you used to. It will not always
be easy, but building new social relationships is an important step on
the road to recovery.

The following things may help:

e Make a list of the things you enjoy doing with other people, and try to slowly
re-integrate these activities into your life.
e Make a list of the things you like about yourself and other people like
about you, like a good sense of humour generosity, your artistic

ability or computer skills.
* Slowly but surely socialise with people you care for and trust while

you build your confidence.




=2 Importance of physical health

When you have a mental illness such as schizophrenia it is easy to let your physical health slip as well.
Unhealthy habits can leave you feeling unfit and physically unwell. This can, in turn, affect your mental
health and lead to a downward spiral of mental and physical deterioration.

Your doctor will be able to advise you on how to make your lifestyle healthier. Some general tips are:

Try to cut down or give up smoking

_)
If you are overweight try to lose small amounts of weight steadily, and consistently, over a long period of time.

Try to avoid eating cakes, crisps, chips and biscuits.

.)

Cut back on butter, margarine and other spreads or choose low-fat alternatives.

Use skimmed or semi-skimmed milk.

Avoid adding salt to your meals.




=> Personal relationships

Most people find relationships difficult even at the best of times. When you have a mental iliness,
interacting with almost anybody can sometimes feel impossible. There are no easy answers to
relationship problems. However, there are some practical steps you can take to make things easier.

Talk to your partner — if you have a partner it is likely that he or she will be worried about what effect your illness may have
on your relationship. Your treatment may be affecting your sex life for instance. Talk about these fears together and seek your
doctor’s advice if there is a problem you both feel needs to be addressed.

Keep your family in the loop — even if you no longer live with your family, they will still care about how you are getting on. Let
them know what you are doing, how your treatment is going and what you are planning for the future.

Prepare for conversations — it's hard to get chatting with someone if you cant think of what to say next. Try to have some
answers ready for common questions such as “What do you do?”
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Coping with stigma and discrimination

LY Pl

One of the challenges in recovering from schizophrenia is
dealing with the reactions of other people. There is a
huge amount of ignorance about mental iliness in general
and schizophrenia in particular. Myths about the disease
can lead people to believe that people with schizophrenia
are dangerous, wild and unpredictable. This can create a
vicious cycle of alienation and discrimination for those
who have schizophrenia and often for the members of
their families. Stigma can become the main cause for N % | /J ﬁ]ﬁ
social isolation, inability to find work, alcohol or drug = . ‘L‘,

abuse, homelessness, and excessive institutionalisation,

all of which decrease the chance of recovery.

e

Because stigma occurs in other people’s minds it can be difficult to combat. However there are some things you can do:
e Learn as much as you can about schizophrenia, so you can correct ignorant views with solid facts

e Try to educate those around you about schizophrenia

e |f an ignorant view in a TV programme or newspaper article offends you, write and complain

e Fight discrimination. Contact your union if you endure prejudice at work. Complain fo management if you are
’ O discriminated against as a customer or service user




work with he

has tried explai

even when she wa
herself. But they don’

newspapers. They asso
axemen and random, viole




-'I o
= .

- Slowly does it

Once you have begun to recover from schizophrenia you will, no doubt, want to regain your
previous lifestyle as quickly as possible. But remember it is very important not to rush these things.
The road to recovery is a long one and it is best travelled in short steps than giant leaps. Above all

make sure you progress at a pace you are comfortable with. There are bound to be those
around you who are

_.encouraging you and
T willing you to

[La become your old
T E}T self again.

Accept this encouragement,
but don‘t let anyone push
you into doing something
before you feel ready.

[ ._;_
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Plan your day

When you are well there are many things you will do each day without even thinking about it. But when
you are recovering from schizophrenia it is easy to let whole days slip by without achieving anything.
Sometimes it can help to plan the whole day in advance. For example:

- Wake up - Back home. Prepare lunch. Eat lunch.
- Eat breakfast - Appointment with community psychiatric nurse
- Shower and brush teeth - Write letter to friend
- Walk to shops. Buy food, newspaper, get video, - Clean bathroom
birthday card for Mum

- Prepare dinner. Eat dinner
- Relax. Read newspaper iR e

- Cycle to day centre

- Relax. Listen to music
- Brush teeth. Go to bed




=2 Now plan your day:
AM

PM
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Keep a calendar

It is easy to forget things like appointments, social events and

the birthdays of your family and friends. By keeping a
calendar you can make sure you are always aware of what is

coming up. If you try to accept every invitation you receive
(even if you don‘t particularly want to go at the time), you will
always have something to look forward to.
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= Day-by-day diary

As you make progress it can be useful for your doctors to know exactly how you are doing, what is
working and what problems still remain. It can therefore be a good idea to chart your progress
in a day-to-day diary. For example:

Tuesday A little drowsy Didn’t hear any voices Didn’t leave my room
Thursday A little low Drowsy No highlight today Expected a visit from

Mike. Didn’t show up

Saturday OK None Watching football
on TV. We won!

?-----



When Carlo thinks back, he can‘t believe the pace
at which he used to live his life.

As a successful lawyer in a busy Rome practice he
would regularly work a 14-hour day and spend most
of the evening socialising with clients. Weekends
would be spent visiting friends and hosting dinner
parties with his wife. Carlo was ambitious and hard-
working. He was relaxed in the company of others
and known for his sharp mind and easy sense of
humour.

But all that came to an abrupt halt when Carlo suffered his
first psychotic episode.

It took six months of doctors” appointments, psychiatric
assessments, visits from the psychiatric nurse and regular
medication before he felt able to start seeing other people
again. If it hadn't been for the support of his wife, Carlo isn‘t
sure he would have recovered at all.

Now he is feeling much stronger. His medication seems to be
working and Carlo feels ready to face the world once again.
He knows, however, that he must take things slowly this
time. A few weeks ago, he tried visiting the theatre with his
wife and a couple of friends. But while he enjoyed the
production, he found socialising in the bar afterwards
extremely difficult. He became anxious and felt increasingly
out of control.

Since then he has taken things one step at a time. His wife
suggested they visited some of the places they used to go
when they were younger. They took his emergency contact
numbers with them just in case, but everything went well
and they enjoyed themselves. Just the two of them, reliving
happy memories.

More recently Carlo has felt able to meet up with members
of his family and friends. He now feels comfortable in groups
of three or four people and as he relaxes he has felt some of
his social skills beginning to return. He has even made one
or two jokes.

Carlo knows the next step will be to start meeting people on
his own, without the supporting presence of his wife. It's a
daunting prospect, but Carlo feels he will be ready soon.
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Don’t become the patient

A diagnosis of schizophrenia can be traumatic,
not only for the person who has developed the illness, but also for the whole family.

When a member of your family is
diagnosed with schizophrenia you

can suddenly find yourself thrown

into a strange and unfamiliar

world. You may find yourself

acting as a “buffer zone”

between the good times and the

bad. When things are going well,

the person affected may be able to
cope on his or her own. When a crisis
arises they may be admitted to hospital.
For the times in between, you may have to offer
considerable support.




Schizophrenia creates a ripple effect

touching many people




There are a number of things you can do, both to help your loved one through their iliness and to help
you and other family members cope. For example:

Learn as much as you can about schizophrenia

Find out what support services and contact groups are available in your area

Join a carers/family network to share experiences and offer mutual support

Ask your doctor if there is any written advice for carers and family members available

Recognise the warning signs of schizophrenia and know who to contact if you think
your loved one is beginning to relapse

Learn how to cope with a crisis
Make sure you involve your loved one in making any decisions about their care

If your friend or family member does not realise they areill,
go to see the doctor yourself and discuss your concerns

Don‘t hide away and hope it will just disappear




Talk to others in the same situation

Try to encourage your loved one to take his or her medication. If they do not want to, try to understand
their reasons and discuss ways to solve them

Try to help other friends and family members understand the illness and to stay in touch

Do not neglect other family members. Often brothers and sisters of people with schizophrenia feel they are
not getting their fair share of attention. This can breed resentment and jealousy

Don‘t be a martyr! You deserve to have a life as well. Make sure you take enough time for yourself to do
things you want to do. If you are feeling overwhelmed, ask your mental health team if there are any
respite services available

Don‘t be a martyr! You deserve to have a life as well. Make sure you take enough time for yourself to
do things you want to do. If you are feeling overwhelmed, ask your mental health team if there are
any respite services available

Contact a support group. Sharing your experiences with others in a similar position can be a great help




82

The search for information

It can be very difficult to remain involved in the care of someone with

schizophrenia if you do not know everything that is going on. Unfortunately,

family members often find themselves fighting for information about their loved
one’s care. You may be denied this information because the person with
schizophrenia does not believe he or she is ill; does not want you to know he or she
is ill; or has turned against the family and is deliberately keeping you out of the
information loop.

Because health professionals have
a duty to respect the
confidentiality of their patients,
there may be little you can

do to remain informed about

the care of someone who is
determined to shut you out.

This can lead to difficult

situations. For instance, your
family member may suddenly

turn up on your doorstep having
been discharged from hospital without you knowing.

You should therefore try to make it clear both to your family member and his or her key workers that the
medical decisions being taken are important to you as well as the patient.



- Relapse-recognise the warning signs and symptoms

Experiencing a relapse of schizophrenia symptoms is distressing for everyone. The best prevention is
ensuring the person affected takes their medication as instructed. However, it is worth being sensitive to
the day to day changes in your loved one’s behaviour so you can be prepared to deal with a possible
relapse. Learn to recognise the particular signs and symptoms that signal an impending crisis so you can
be prepared to give extra support and cope. These signals will probably be the ones that first prompted
you to get help for your loved one.

Each person is different, but some of the common warning signs are:

It is important to remember that the best way to prevent relapse is by taking medication as instructed. If he or she refuses, try to
work out the reasons why. If side effects are an issue you may want to investigate alternative medications. 8 3
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Keep a diary

If you are looking after someone with schizophrenia it can also be very useful to keep a diary. This
can help you identify patterns of behaviour that might indicate that treatment is going well, not so well
or has been missed altogether. It may also help you to predict the onset of relapses.

Coping with a crisis

If someone close to you has already had one psychotic episode,
it is a good idea to learn how to react if it happens again. The table offers a few tips:



Coping with a crisis
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Advance directive

One way of ensuring that you respect your loved one’s wishes is to help them prepare an “Advance
directive”. This is a statement which sets out how they would like their care to proceed should they
become too ill to make the decisions themselves.

This may include:
=» The name and contact details of a family member or friend who is to be given authority to act as an advocate on the
individual's behalf

=» A list of the areas in which the advocate may make decisions. For example:
— Medication
— Other treatment
- Finance
— Housing

=» A list of medications the individual would prefer to avoid

Copies of the advance directive should be stored with the individual’s medical notes, at their home and with a family member.
You might also suggest your loved one carries a copy in his or her wallet in case of emergency.



There were times when Helen wished that she was
the one who was sick. Maybe then she could lie
around watching TV all day. Maybe then she
wouldn’t have to rush home from work to care for
her sister Alice. Maybe then her parents would pay
her a litle more attention.

Helen knew it wasn't right to feel this way. It wasn't Alice’s fault

she had schizophrenia and Helen felt guilty for resenting all
the attention that her sister was getting.

It was just that things were so much easier before Alice got ill.
Back then Helen would go swimming every day after work.
She would see her friends at the weekend and often just drop
everything and go away for a few days. Best of all, every now
and again she would meet up with Alice and the two sisters
would travel up to London to go shopping in Oxford Street.

But when Alice started getting ill she didn't want to go
shopping any more. In fact she didn't seem to want to do
anything any more.

“You're so boring and weird these days,” Helen shouted at
her. “It's no wonder you haven’t got any friends.” Helen feels
guilty about that too.

Now, of course, Helen knows a lot more about
schizophrenia. She knows that Alice is trying really hard to
get better and she knows that she will need all the support
she can get.

So, Helen is trying not to criticise her sister quite so much.
She is learning to offer gentle, positive encouragement as
she helps with simple daily tasks like getting dressed in the
morning or taking a shower. Already Alice seems to be
taking more care with her appearance.

Helen also helps Alice deal with the team of doctors and
nurses who have been managing her care. She
accompanies her to doctor’s appointments and makes sure
that all the relevant information (such as family history) is
taken into account. She notes down when Alice’s medication
should be taken and what side effects to look out for. And
she has made sure she recognises the signs of relapse and
knows what to do about it.

Slowly Alice is becoming more independent and Helen is
proud of the important part she knows she has played in her
sister’s recovery. But there is something the community
psychiatric nurse said on his last visit that has been playing
on her mind. “Make sure you have a life too,” he said.

It sounds like good advice. Tonight Alice will cook her own
food and Helen is going swimming with friends after work.
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The thing that turned everything around for me
was finding the right medication. That was really
important because that really acted as a gateway
to lots of other services that I've been able to
access. If | hadn’t had the medication | wouldn‘t
have been well enough to make use of the groups
and activities available at the day hospital or the
therapy that | was receiving. | wouldn‘t have been
able to recognise the care and support my family
have given me.

Lots of other things really helped, like having supportive
friends as well as family, having a secure place to live, having
enough money to survive, and obviously having a really good
psychiatrist has been really important - being able to be
treated by somebody that | trust.

| ended up taking a year out of university but luckily was
invited to re-sit the exams that | had failed. This was probably
one of the biggest turning points in my life - when | turned the
exam paper over and realised that | was actually going to get
back to university and | wasn’t going to be working in a
supermarket for the rest of my life. It was a really big
achievement for me.

| did lose lots of friends during my illness, but | also found out
who my real friends are. I've had difficulties with relationships
and it has also been quite hard for me to get a job. I've had to
battle with the stigmatisation that employers usually have
towards people who have mental health problems,
particularly schizophrenia because it has very bad press.

At the moment I'm senior project worker at the User
Employment Programme (UEP) at Springfield Hospital and
have recently also been offered the role of Coordinator of the
UEP team. | support people with mental health problems to
work within our trust and | support them to get in the job in the
first place but also to carry on keeping the job once it has
been secured. ['ll give them support and advice throughout
their work and career if they so choose. I've also just finished a
Masters in Occupational Psychology.

Schizophrenia is misunderstood by society at large but
hopefully people will get more accurate information through
the media, through school and education, so hopefully things
will start to turn around soon.”

Emma Harding, Senior Project Worker and Coordinator,
User Employment Programme, Springfield Hospital, UK
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9 Glossary A-D

Acute schizophrenia

Adherence
Affective flattening

Akathisia

Alogia

9 0 Anhedonia

Antipsychotic

Atypical

Avolition

Blunting of affect

Catatonia or catatonic behaviour

Chronic schizophrenia

Cognition

Delusion

Depot injection




Glossary D-N

Dopamine

Extrapyramidal symptoms

Generic name

manufactd
the medicine
called the brand

will almost always 't
generic name.

Genetics

Insight

Long-acting (depot) injection

Maintenance dosage

Metabolism

Multiple personality

Negative symptoms

N



Glossary NE
Neuroleptics Psychiatric nurse

Occupational therapy
Psychiatrist

Psychiatry
Out-patient
1l who comes to the

edical care such as re

or therapy. An out-patien
)eed to be admitted in the

Positive syms
s including
hearlng tasting or
problems It is
an individual's pre
caused by unconsci@

negative early childhooe

weII to ontlpsychonc medication.

Psychologist

Psychology

Psychosis

Psychosomatic iliness

Psychotherapy



Glossary R-V

Receptor Sheltered employment
Split personality
Stigma
al illness, stigma
Rehabilitation i
Self-help group Typical antipsychotics
Remission

Short-acting injection

Social Worker Vocational counselling 9 3

Schizophrenia
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Uncontrollable trembling
Stiff muscles

Abnormal body movements
Restlessness

Feeling alert

Low glucose level, weakness

Unnatural heart rate

Twitching of tongue, face and jaw

Dry mouth, constipation, blurred vision, difficulty urinating
Potentially fatal blood condition causing fever, sore throat,
mouth ulcers, anal ulcers and low immunity to infections

Feeling drowsy or sleepy

Leaking breasts, irregular periods, erectile dysfunction, infertility
Weight gain

High levels of cholesterol leading to the increased risk of heart attack

- Side effects of antipsychotic medication

Extra-pyramidal symptoms (EPS) including:
Tremor

Dystonia

Dyskinesia

Akathisia

Activation, Non-sedating

Diabetes or impaired glucose tolerance
QTc disturbances

Tardive dyskinesia

Anticholingergic side effects
Agranulocytosis

Somnolence

Prolactin elevation
Excessive weight gain
Dyslipidaemia
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