CARERS' ASSESSMENTS
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The Avon and Wiltshire Mental Health Partnership N. H. S. Trust has a praise/complaints/
suggestion form, which is included in this pack. On this form there are also details about
advocacy agencies, such as Mind, Rethink, Advocacy Works, Black Orchid (for black carers)
etc. Similar information is included in the useful addresses and phone numbers section.

If you have any problems, initially, always try to speak to the nhamed nurse or key worker.
Failing that, arrange to speak to the Ward Manager or Modern Matron. These people’s names
and numbers are on the contact sheet.
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DEFUSION : is a term for verbal and non-verbal ways of reducing tension.
These tips work - they were developed from practice and experience.
The more you try these tips the better you will become.
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People injure themselves for many reasons. It may replace emotional distress with physical
pain. Many people say that when they cut themselves they experience a release of tension

and so they often feel calmer. In a strange way, self-injury may help people feel that they
can achieve some degree of control back in their lives.

Self-injury is very often not a suicide attempt, however, people who do self-harm are at a
greater risk of suicide than the general population and should 12324 be dismissed as just
‘attention seeking' or being 'manipulative’.

Relatives, friends or professionals trying to help the person can find it very stressful,
especially when the person does not want to talk about or explain their behaviour. It is easy
to feel 'shut out’ and just left to pick up the pieces at times of crisis. If someone we care
about is deliberately damaging his or herself and not willing to let us help, we can feel
isolated and powerless.

The person usually has very low self-esteem and poor self worth and they think that others
will see them in the same light and be critical. There are therapies which can be used that
have been shown to be effective in breaking the negative cycle. (An organisation called
SPEAR, based in Swindon can give further help and advice. Phone: 01793 520111.)
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® Respond to an incident of self-harm in the same way that you would for the victim of an
accident; provide first aid as for any other physical injury.

® Do not assume that the person either enjoys or does not feel pain. A response which
implies criticism or some form of punishment simply reinforces the person’s feelings of
self-blame and quilt.

® Acknowledge the person’s distress. Say something like 'T can see you are very upset.
How can I help you?' This can be very reassuring and can help the process of
communication.

® Aim fo be positive and comforting: don't be negative or highly emotional. I+ may be
hard but don't be judgemental, critical or dismissive. This applies to non-verbal as well
as verbal communication. Try to show concern rather than disapproval, facially as well
as in what you say.

® Try not fo be over protective i.e. promising that everything will be all right.
Acknowledge that there is a problem, but that it is possible to get help.

® Having contingency plans in place ready fo use in fimes of crisis is vital and can often
prevent a crisis happening. Knowing what to do and who fo contact in an emergency can
be very reassuring for the person and those who care for them.

® TIf you think someone may be suicidal then contact the relevant agencies such as the

emergency services and anyone else involved in their care, like their care co-ordinator
or the GP.



[ A CHECK LIST OF QUESTIONS }

Families often feel anxious and psychiatrists are usually busy: this can mean that you do not
always know who to ask about your relative/friend's illness. It is a good idea to have a list of
the things you want o know, ready before you have a meeting with any of the team involved
in your relative's care.

This check-list is designed to help you get the information you need concerning the diagnosis,
treatment and care plan of your relative/friend. These questions have been included as a
framework for you to use: you may not find them all helpful and there may be others that are
not included.

This assumes that your relative/friend is happy for the member of the team to discuss these
issues with you. However, if your relative/friend is unwilling for information to be shared
there will be a problem with confidentiality. It is probably best to work through this issue
prior o any meetings so that you are aware of where you stand. It may be helpful to have a
confidentiality agreement set up whilst your relative/friend is agreeable and co-operative
(see section on planning for an Emergency/Crisis).

About the diagnosis

What illness does my relative/friend have?

What symptoms/signs suggest this?

What is known about the causes of the illness?

What is likely to happen in the future? Will it get better or worse?

Where can we get more information about this disorder?

If there is no diagnosis yet what are the possibilities?

How long will it be before there is a diagnosis?

What help will T get with dealing with the behaviour/symptoms in the meantime?

KK K KKK K K

About the assessment

¥ What tests have been done?
¥  Will any more tests be needed?
¥ What are the results of the tests? How will these be acted upon?



About care and treatment

KK K K K K

¥

What are the aims of the care and freatment?

What part will the care co-ordinator play in my relative's care?

Who else will be involved in the treatment?

How often will you see our relative?

What is your plan for treatment? How long will it last?

Would psychotherapy (talking treatments) of any sort be helpful? If so,is it available
locally?

What happens if our relative/friend refuses treatment?

Integrated Care Programme Approach (ICPA)

¥ Would you explain how the ICPA will be used to help our relative/friend?

¥  When will there be an ICPA meeting and will we be invited to it?

The family and the treatment

¥ Will the family/friend be involved in discussions concerning the treatment of our
relative's illness?

¥ What can we do to help?

¥ Can we be referred to the Family Work Service?

¥ Are there any local self-help or carers’ groups?

Getting help

¥ Who do we contact if we are worried about something?

¥ How can we get in touch with you?

¥ Who do we contact in an emergency?

¥ How can we get a second opinion (you are entitled fo this)?

Medication

¥ What medication is fo be used?

¥  What should the benefits of this medication be?

Short-term
Long-term
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What are the possible side effects of this medication?
Short-term
Long-term
Why have you chosen this particular drug?
Will it be necessary to take it for life?
Are there any other drugs that could be used if this one does not work?
What signs/symptoms might mean that the drug should be changed?
What will happen if he/she stops taking the medication?
Do you have any written information about this medication?

Hospital treatment

K K

w

¥

¥

What happens if there is no bed available?

How long will he/she need to stay in?

What arrangements will need to be in place in order for our relative/friend to leave
hospital?

If transport is difficult can our relative/friend be housed near us?

Can arrangements for Benefits be installed/reinstated immediately on discharge so
financial security/housing does not become a problem?

Who will inform utilities etc. that someone is admitted/discharged so that there is no
danger of non-payment summons being incurred?

If it is not appropriate for our relative/friend to return home, what other options are
available in our area?

Who can advise/inform us about this?

Other questions
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[ PLANNING CARE }

INTEGRATED CARE PROGRAMME APPROACH
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The approach consists of four key stages:

1. ASSESSMENT - During this period all concerns and difficulties should be explored. This
can include health and social issues. The person should be seen in context and carers
should be included in the process. This should ensure that all the problems identified can
begin to be addressed. If specialist mental health services are required then stage two
of the process can begin.

2. CARE PLAN - This should tackle the problems highlighted in the assessment period, what
is going to be done to help and who is responsible for making it happen. The person who is
unwell must be at the centre of this plan and be agreeable with the proposals. Carers too,
should feel that their concerns and opinions are valued. Tt is important that all aspects
of the person’s life are considered and that the services needed to enhance this and aid
recovery are available. Where services are not available to meet the identified needs a
record should be kept so that they may be considered by managers responsible for
service development. There must be agreement by all as to the course of action and
those responsible for its delivery.

3. CARE CO-ORDINATOR - This is the named person responsible for co-ordinating the care
plan. It should be someone who is able to maintain a good relationship with all parties and
to whom concerns can easily be brought should they arise. The choice to change this
person should be available without fear of affecting the quality of service offered.

4. REVIEW - The Care Co-ordinator has to make sure that the care plan is reviewed
regularly, at least annually, by all involved: identify what is working well, what needs
changing, what else needs to be included, so that recovery is ongoing and support can be
altered as the individual's needs change.

Carers now have a statutory right to their own assessment of needs, which may be offered at
the time of the I.C.P.A. process or at the review stage, or at any fime the role has been
identified. It may be a difficult thing to do: admitting being a carer, admitting how much it
involves, but it should enable you to identify where you can get support to improve how you
cope with your role.



Planning for an Emergency/Crisis

Crises happen at all the most inconvenient fimes - late at night, over a weekend efc. etc. At
such times it is not easy o respond in the best or most appropriate way.

It is helpful, therefore, to try to think about some of the worst-case scenarios in advance,
how might you respond, who might you call on and where to keep this information safe and
handy. In this way if things do get difficult you have some sort of plan set up to help you
through.

You will need to know the numbers of out of hour's services that are available in your area
and have them by the phone or in the phone book.

Similarly you need the numbers for relatives and friends who can be called on at short notice,
either to give you support in your home or if you have to go away, support for those left
behind. This is especially vital if it is you that has an accident or crisis rather than the
relative or friend with the mental illness.

Contact numbers for all services involved in your relative’s care and others who support you
should be kept with you at all times. With agreement, they should also be written in to your
relative's notes so that they are readily accessible to any persons who might need them.

These plans should be drawn up and agreed by you and the relative/friend you provide care
for when that person is calm and in a stable condition so that everyone is clear about what
will happen. This is not always easy, when someone is well you are trying fo be positive and
not think about the bad times. However, if you can have some contingency plan it may be
helpful in actually avoiding a really serious crisis.

This might also be the time to think about drawing up a confidentiality agreement. If you are
the person responsible for your relative/friend being sectioned or admitted to hospital even
voluntarily, you will possibly be the last person that they will wish to be told about what is
being done for them. Patient’s confidentiality can sometimes be a convenient screen for
professionals to hide behind and not discuss any matters relating to the unwell person. As
you are likely to be someone helping with your relative/friend's care when they leave hospital
you will obviously wish to be informed about what is happening and how things will be managed
in the future and how you will be included in the process. You may need to find some way of
encouraging your relative/friend to include you in the discharge planning, helping them to
realise that you will be a useful ally in their care.



In order for the agreement to carry weight with professionals you need to ensure that you
have discussed it thoroughly with your relative and have had it signed by the independent
third party. It will probably be a more acceptable arrangement to your relative/friend if
he/she feels that some pieces of information are retained as being confidential e.g.
discussions in therapy groups or individual counselling sessions or seeing the written notes
kept on the ward. In this way they can still keep a certain feeling of thinking for themselves,
while allowing you access to information which they feel is in their own best interest for you
to know. This is beneficial for all parties and ensures that professionals do not breach any of
their guidelines.

TELEPHONE NUMBERS THAT YOU MAY NEED IN AN EMERGENCY

Emergency Duty Team
(Social Services)

Crisis Home Team
(Medical Services)

Care Co-ordinator

Community Psychiatric Nurse
(CPN)

Social Worker
G.P.
Relatives/Friends/Others

Carer Support Worker
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A carer is a person who gives up their own time often without payment, recognition or thanks
to help another person who is disadvantaged due to physical or mental illness or disability.
They may be expected to be available 24 hours a day, 365 days a year. Without training,
they may be expected to act as nurse, companion, taxi driver and financial advisor.

Carers are, in fact, normal people who out of a sense of love, duty and compassion, struggle to
live their own lives and, at the same time do their best to help a spouse, sibling, offspring or
friend to achieve something in their lives. This may be the only person who is trusted by the
unwell friend or relative.

They ask only to be given guidance, information and a little time to understand and learn how
to cope with the situations that, if they did not deal with, would be a burden on the
community in both time and money. They recognise the role of the professionals in the
various disciplines and appreciate the pressure that they work under. Carers ask that their
expertise is also recognised and that people talk to them and keep them informed of what is
happening.

The information found in this pack is designed to assist the carer in accessing information
that will help them to do their job in the most caring manner. It has been written by a carer
for carers, someone who knows what it is like.

The fact that this information pack exists will help carers access information out of normal
working hours and is seen as a godsend to a carer in desperation

A local carer
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THE MAIN MENTAL ILLNESSES

The following summaries of the most common mental illnesses provide a brief insight into the
main features of each one and is not intended to be viewed as a comprehensive source of
information. For more details on a particular illness, please refer to the section on useful
contacts.

SCHIZOPHRENIA

In people experiencing an episode of schizophrenia, the mental processes of thinking become
distorted, making it hard for them to distinguish is imagined. When severe, this can lead to
immense panic, anger, depression, elation or over activity, perhaps punctuated by periods of
withdrawal.

The symptoms of schizophrenia are divided into two groups, called ‘positive’ (for example,
hallucinations and delusions) and ‘negative’ (for example, slowness to move, think, speak or
react). These may occur separately, together or alternately. It is a relatively common
condition with approximately one in one hundred people worldwide experiencing an episode of
schizophrenia at some time during their lives although highest incidence is in the late teens
and early fwenties. In about one quarter of cases, there is eventually a full recovery. The
majority continue to have problems, but usually they also have long periods of good
functioning.

Treatment

Effective treatment involves a number of different approaches. Ideally it is most effective
when given in the early stages of the illness. Some form of medication is essential for most
people, however, this should be given in combination with education about the disorder,
emotional support and help with learning how o manage any continuing symptoms.

For more information: Contact Rethink (see Useful Contacts).

DEPRESSION

Anyone can get depressed; about 1 in 20 will suffer from severe depression. Men and women
suffer depression the same. When people are severely depressed, they feel that life has
little to of fer them and that things will never get better. This low mood is more than being
fed up or unhappy: it is persistent and coincides with disturbed sleep, appetite and libido and
markedly affects daily functioning. Depression is an illness that can be treated and should
not be ignored.

People who are depressed may be pre-occupied with negative thoughts and become socially
withdrawn. People can become depressed as a result of external events (e.g. the death of
someone close, loss of job, efc.). However, sometimes there is no obvious cause.

Treatment

Anti-depressant medication is a common treatment for depression. They work on chemicals
in the brain to lift the mood. These are usually used in conjunction with giving people the
opportunity to talk about their feelings and any possible causes of the depression. It can
also be useful for people who have depression o meet others who have experienced the
iliness, so attending a support group might be beneficial. It can help to break down the
feelings of isolation and it can help to hear how other people have coped.

For further information: Contact The Depression Alliance (see Useful Contacts).



BI-POLAR DISORDER (MANIC DEPRESSIVE ILLNESS)

This is a mental health problem that is characterised by periods of deep depression and of
very excited behaviour known as mania. About one in a hundred people are diagnosed as
having manic depression. Around 15% of people who have a first episode of manic depression
never experience another one.

Changes in mood are a daily occurrence for everyone but for people who suffer from manic
depression the moods are extreme. During the manic or 'high’' phase, people are very
overactive. They may see things or hear things that other people can't. They may be unable
to sleep, feel extravagant and spend large amounts of money that they may or may not have.
During these periods people are liable to be irritable or over talkative, sometimes to the
point of being incoherent. During the 'low' phase of the illness, people may feel overwhelmed
by despair, guilt and feelings of unworthiness. They may be very apathetic and totally unable
to do the simplest task. Episodes of highs and lows may occur directly after each other or
there may be periods of stability.

Treatment

Medication is often effective in managing manic depression but learning to self manage the
mood swings is also an invaluable part of stabilising the condition and can work alongside
medical treatment.

For further information: Contact the Manic Depression Fellowship (see Useful Contacts).

ANXIETY AND PHOBIAS

Anxiety disorders are quite common, affecting about 5% of the population at any one time
but many people do not seek help. Anxiety and fear are normal human emotions and are often
found as reactions o stress. However, normal anxiety becomes abnormal when the symptoms
are so intense that people are stopped from coping well with day-to-day activities because
they are so painful and distressing. Abnormal fears, sometimes called phobias, are intense
fears of things which would not make the average person frightened.

People who suffer from abnormal anxiety find it difficult to concentrate, tend to sleep badly
and geft tired easily. The body shows the effects of anxiety by increased hear rates, tension
and pain in muscles, inability to relax, sweating, over breathing, dizziness, faintness and bowel
disturbances. Sudden unexpected surges of anxiety are called panic attacks. Someone who
has a phobia has symptoms of intense anxiety or panic but only in particular situations.
Phobias lead to avoidance of the things which are feared.

Treatment

Talking about the problem to trusted friends and relatives often helps and may give a sense
of perspective. Most of us tend to avoid stressful situations, but in the case of anxiety
disorders it tends to make the situation worse due to the fear it induces. However, more
intensive talking treatments may be required such as Cognitive Behaviour Therapy (CBT).
This helps people to recognise, understand and manage anxiety. Learning to relax with advice
from professionals or by using tape cassettes or books can help to bring tensions and
anxieties under control. Medication such as franquilizers or anti-depressants may be used to
help ease anxiety during the day or help sleep at night.

For more information: Contact the National Phobic Society (see Useful Contacts).



OBSESSIONAL COMPULSIVE DISORDER (OCD).

OCD is a disorder characterized by obsessions and/or compulsions. OCD is common,
affecting approximately 1 in 30 people. It usually appears in childhood or adolescence but
continues into adulthood. It is an exaggeration of normal thoughts and actions which happen
in nearly everyone. Most people find that from time to time, they have worrying thoughts
which they cannot get out of their head or they carry out repetitive actions which are not
really necessary. Obsessions are recurrent, persistent thoughts or ideas that they person
may feel are senseless but is unable to ignore them. Compulsions are repetitive, ritualistic
behaviour which the person feels driven to perform. Obsessions and compulsions in OCD can
cause a lot of distress to the individual and their family. They can be very time consuming,
interfering with people’s daily lives.

Treatment

Cognitive Behaviour Therapy has been shown to be very helpful in treating OCD. It involves
learning to manage the situations which would normally provoke compulsive actions.
Sufferers may learn to resist the compulsions and to tolerate the discomfort they
experience as a result which gradually lessens with time. It also aims to change the way
sufferers think about the situations associated with their OCD.

Sufferers of OCD can benefit from self-help techniques, either individually or within a group.
For further information: Contact Obsessive Action (see Useful Contacts).

PERSONALITY DISORDERS

This is one of the most controversial psychiatric diagnoses. There are a number of
categories of personality disorder which cover a wide range of attitudes and behaviour. The
word ‘personality’ refers to the enduring patterns of thoughts, feelings and outward
behaviour which are characteristic of an individual. Most people are flexible enough to be
able to learn from past experiences and change their behaviour in order to cope more
effectively. However, personality disorders are characterized by long lasting, inflexible and
limited ranges of attitudes and behaviours which are expressed in a wide variety of settings
and deviate from the expectations of that person's culture, causing distress to themselves
and others. Having a personality disorder can make it difficult for sufferers to develop
friendships, maintain stable partnerships and work co-operatively with others.

Personality disorders differ in the degree to which they disrupt the person's life or the lives
of others and in the extent to which they can be treated. They often begin or become
noticeable during adolescence or early adulthood.

This inflexibility is often related o having suffered severe trauma in childhood and the
sufferer should not be blamed for their condition.

Treatment

Personality disorders are difficult fo treat because they involve long-term pervasive patterns
of thoughts, feelings and ways of relating to other people. More positive outcomes tend to
be associated with personality disorders which are comparatively mild. However, research
focusing on more severe personality disorders also suggests that over a period of years some
people are capable of modifying and changing their outlook.



EATING DISORDERS

Anorexia Nervosa and Bulimia Nervosa are the two main eating disorders. People with
anorexia nervosa can have extreme weight loss as a result of very strict dieting. Some
people may also make themselves sick, abuse laxatives or do excessive exercise to try and
control their weight. In spite of their low weight, people with anorexia nervosa believe that
they are fat. It starts most commonly in the mid-teens. About one in one hundred 16-18
year olds have the illness and it is commonly found in girls.

People with bulimia nervosa crave food and eat in binges, afterwards making themselves sick
or misusing laxatives to get the food out of their bodies. Unlike anorexia nervosa, the
distress experienced by those suffering from bulimia may go unnoticed. The person may be
any weight or size and not look ill. They may appear to be in control of their external lives,
coping fairly successfully on a day-to-day basis, but they are likely o be tormented by an
unpredictable cycle of chaotic eating, ranging from periods of starvation to eating thousands
of calories.

Bulimia nervosa is usually more common in girls and is more common than anorexia nervosa
although people who have this condition do not always ask for treatment.

Treatment

In both anorexia nervosa and bulimia nervosa, self help strategies can be very helpful. Eating
problems can be very isolating. Support and self help groups provide and opportunity to meet
regularly with others who have had similar experiences.

If self-help is not enough, health professionals may suggest a course of psychotherapy to
help the individual and the family to understand why the illness developed and how to
overcome it. The aim will be to help that person change their attitude, behaviour and ways of
thinking to enable them to cope with the strains of life without the eating disorder as a
protection.

However, if someone has lost a dangerous amount of weight, the first step will be to help the
person start to regain that weight in order to survive and this may involve being admitted to
hospital in order to support the individual.

For further information: Contact the Eating Disorders Association (see Useful Contacts).
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In compiling this pack I would like to acknowledge grateful thanks:

To all contributors to the Salisbury Carers’ Information Pack.

For ideas and information from the draft Rethink Carers' Pack.

For ideas and support from The Family Work Service based in Bath.

To Joe Duhig for producing the front cover of the Pack.

To the Carers, Service Users, Support Workers and Professionals who gave their
time to read and make comment on the draft contents.

Lu Duhig, a carer:

I have compiled this pack for carers because I have experienced much of the
bewilderment, anxiety, frustration and anger that you may be suffering at the
moment. When mental illness first touched my family we felt alone and frightened.
Remember that you are not alone; there are people who can help you too, at this
difficult time. Other carers can be a great support, they understand what you are
going through.

You can contact me and other carers by phone on 01225 383137 or by e-mail at
L.Duhig@bath.ac.uk



