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Introduction

This information leaflet has been written to answer some of the common questions of people who have a family member with psychosis. Local carers have asked for a practical introduction to the challenges of supporting someone with a severe mental illness, what to say and do to help. The suggestions below come from research and the experience of other families. 

This leaflet does not cover basic information on what psychosis means or the different kinds of psychosis, including schizophrenia and bipolar disorder (manic depression). If you need this, a good place to start is Caring for someone with severe mental ill health (South London and Maudsley NHS Trust, 2004). Mental health staff can provide copies. There are also many other sources of good information and practical advice for carers. In particular, we suggest:

· asking the person with the mental health problem how best to help them;

· talking to mental health workers involved in the persons care; 

· looking at the information for carers on internet sites, in leaflets and books;

· learning from your own experience of what works for you and your relative; and 

· joining a support group to meet other carers who have faced similar challenges.

The information is organised in broad subject areas: reacting to psychosis, responding to thinking changes, hallucinations, unusual beliefs, emotional and behaviour changes, managing in a crisis and looking after yourself. There are a lot of suggestions, some you will be using already others may be new. We recommend you read one section at a time, think about how it applies to your situation and choose one or two suggestions to try. 

We hope the following information begins to answer your questions but also recommend you discuss what you have read with mental health staff. They will be able to talk through how this general advice applies to your relative and make suggestions about where to find other information and support.

1. How do carers react to psychosis?

Research shows that having someone with psychosis in the family is often very stressful for other family members. It is natural to feel worry, confusion, sadness, anger, guilt or loss at different times as you cope with the changes caused by the illness. Research also shows that a stressful family atmosphere can increase the symptoms of psychosis in the person with the illness, leading to a vicious circle of increasing tension. Perhaps the biggest challenge facing carers of people with psychosis is managing their own stress whilst trying to provide the calm, tolerant and supportive environment that gives people with psychosis the best chance of recovery. Caring is not always about problems. Many people find that caring has a positive side, for example celebrating successes or strengthening family relationships.

Suggestions to help.

· There is no one right way to feel when faced with an illness in the family. Different family members will react differently. It can be a great help to talk to each other about how you feel and to find someone outside the family to confide in.

· Make sure you get good, up-to-date information. You will feel more confident if you know what is wrong, how to help and what treatment and support is available. Sharing the information in the family means you can work together to help the person with the illness and each other. Ask for information to be repeated or write it down – you may not take it all in the first time.

· Remember that families do not cause psychosis; too often carers worry that something they did brought on the illness or that they could have done more to prevent it. This causes unnecessary worry. Good, up-to-date information will explain that psychosis is a real illness, not something to blame yourself for. 

· Try not to get into the habit of criticising the person or nagging them about their behaviour. This can be a normal reaction to frustration and feeling helpless but, if the behaviour is caused by the illness, they will not be able to suddenly change. Instead you will feel more frustrated and the stress increases the chances of the person becoming ill again. The suggestions in this booklet will help you find other ways to promote recovery.

· Try not to get into the habit of doing too much for the person or treating them as if they were younger than they are. We can all do this when someone is ill, especially if it is our child and we are used to caring as a parent. However, in psychosis being over-involved in the persons life or being over-protective can lead to more stress for you both.

· Focus on the practical problems you face today, not worries about the future. Focusing on practical problems can stop you becoming overwhelmed by your emotions; working on problems one at a time can help you feel more in control.

· Talk to each other and find solutions to problems together. Families manage problems in different ways but when someone has psychosis, it is useful to get the whole family together sometimes, so everyone knows what is happening. This can be time to use a ‘problem-solving’ approach: clearly summarise the problem; let everyone have their say about how best to solve it (including the person with psychosis); listen to each other and try not to get into arguments; pick the best solution to try and decide how to carry it out.

· Ask for the support you need. Family members can be a great help to people recovering from psychosis but trying to do too much or sacrificing your own needs can affect your health.

· Encourage the person to stick to his/her treatment programme. You may be able to give reminders about appointments or when to take medication and encouragement to attend therapy sessions or to work on their goals for the week. If you have questions about treatment, particularly about the effects of medication, please discuss these first with the mental health worker. It is particularly important that medication is not stopped suddenly, even if the person feels well.

· Experienced carers suggest it also helps to know you will not always get it right, to learn from experience and look back now and again, to see the progress made by the person with psychosis, yourself and other family members.

2.
How can we help with thinking changes?

People with psychosis can find it difficult to concentrate, remember, plan ahead or make decisions. People are affected in different ways, but many find they are easily distracted or so preoccupied with their thoughts that they have difficulty focusing on what is going on around them. Some people experience particular thinking problems such as thoughts suddenly stopping or seeming to be inserted or withdrawn from their minds. Thinking changes often show in people’s speech. They may speak quickly or slowly, jump from subject to subject or make up new words. Thinking changes and difficulties communicating can cause frustration for the person with psychosis and their carers.

Suggestions to help.

· If you find it frustrating trying to communicate with someone who has thinking changes, remember it is the illness that is the problem, not the person. Showing your frustration, raising your voice or stopping talking will only make it harder to communicate.

· Help the person have somewhere quiet to retire to. Do not take it personally if they want to spend more time on their own, this is an important way of managing their thoughts. Encourage them to join you when they are ready.

· If someone is having difficulty communicating a quiet and calm home atmosphere can help. Switch-off distractions like the television, radio or music when you want to talk. 

· Try to use simple words and short sentences. It helps to talk more slowly and clearly than usual and to give them more time to reply. Gently remind them of what you were talking about if they loose track.

· If the person is forgetful, ask them to repeat instructions and suggest they write down reminders for themselves, particularly if they need help remembering when to take medication. Write important appointments on the calendar.

· When people have difficulty making decisions you can help by simplifying choices, for example saying “Do you want to do X or Y?” rather than “What do you want to do?” If people are very unwell they may want you to make decisions for them. If you do, make it clear that this is just until they feel able to be more independent. 

· Remember that people with psychosis can find social events particularly stressful. It can be difficult to concentrate when many people are talking together or it can be over-stimulating.  Try just having one or two people present at first; ask them if they have particular worries about bigger social events and talk through plans to cope.

· Establish daily routines and structure to the week. Knowing what will happen at certain times in the day or week makes the world more predictable and helps the person feel more in control. As with all these suggestions it is important to remember to return to normal when the person feels better. As they recover they may find routines restrictive and are able to cope with more unplanned and spontaneous activities.

3.
How do we help with hallucinations and unusual beliefs?

Hallucinations are usually hearing noises or voices when no one is there but can also be seeing, feeling, smelling or tasting things without an obvious cause. We can all have these experiences at times. The simple explanation is that our mind is ‘playing tricks on us’ but in psychosis these experiences can be so strange and frequent that the person looks for other explanations. Unusual beliefs (delusions) are explanations of experiences that other people would not usually agree with. The person may decide that the voices they hear come from radio transmitters in the walls rather than being part of an illness. Thinking changes may be explained as supernatural forces controlling their minds. Odd, every-day experiences, coincidences and frustrations can be seen as evidence for plots and persecution (paranoid delusions). Feeling ‘high’ can be seen as a sign of being gifted or special in some way.

Suggestions to help.

· Remember that the hallucinations or delusions the person is describing are real to them. Try not to laugh or dismiss them as “crazy” or “stupid”. 

· Do not pretend that you can also hear or see things or humour them by agreeing with their unusual beliefs. They may want you to agree with them but it is better for them to know you will be honest.

· Try not to argue or forcefully confront them with evidence that they are wrong. This can be like arguing about different political or religious views, people do not suddenly change their beliefs and the stress it causes can damage relationships.

· Try to calmly reassure them that you understand their experiences seem real to them but that you see things differently. If they are upset it can help to focus on the distress, for example “I can see this is very frightening for you, what would help you relax?” If they have obviously jumped-to-conclusions, it can help to gently remind them of the reality of the situation, for example “I know you think the police are watching you but I know they were visiting a neighbour after a break-in, you have done nothing wrong”. If discussion is 

making things worse, say  “I am not going to talk about this anymore now, I do not want us to argue”, remind them they can talk to their mental health worker. 

· Distraction can help by switching the person’s attention to something around them. You could try starting a conversation about a subject that interests them, asking for help with a chore, or suggest doing something relaxing or an activity that has helped in the past. Some people find listening to music (perhaps on a portable stereo), television, films or computer games are good distractions.

· As with other symptoms of psychosis, hallucinations and unusual beliefs are often worse at times of stress. If so, helping them to identify and reduce what is causing the stress will help. Lack of sleep and using street drugs are two common physical stresses.

· If the person continues to be more troubled by hallucinations and unusual beliefs, these can be warning signs that they are becoming ill. Ask the person to contact their mental health worker or contact them yourself; they will have other suggestions such as an early appointment or medication to reduce symptoms or help them sleep at night.

· When the person is well enough, ask for their suggestions about how you should respond when they talk about hallucinations or unusual beliefs. Share the problems these symptoms can cause for other people and plan how to manage them in future. Talking openly at these times helps keep the problem in proportion, just one of the many problems families can cope with successfully by caring about each other.

4.
How can we help with emotional changes?

Emotional changes in psychosis include worry and anxiety caused by unusual beliefs or hallucinations. Some people feel ‘flat,’ loosing feelings for others and a sense of pleasure in life. At times you may be worried that the person seems ‘cut off’ and hard to reach. Other people may become ‘high,’ easily excited and full of new ideas and schemes. Loss of self-esteem, confidence and depression can follow an episode of illness. Mixed in with these mood changes there can be times when people become frustrated, irritable or angry. Family members are often the targets for these outbursts because they are the closest. 

Suggestions to help.

· Try to stay calm yourself and do all you can to provide a calm, tolerant and supportive atmosphere at home. Even if they seem withdrawn, people with psychosis can be extra- sensitive to emotions in others and find it hard to cope with negative or even excited and enthusiastic emotions in other people.

· Make the most of happier times; look for opportunities to remind the person about their strengths, praise their achievements, relax, share jokes and enjoy family activities.

· If necessary, support them with the basics of eating, sleeping, self-care, rest and exercise. Helping them manage these basic needs is often a good place to start.

· Encourage them have realistic expectations of themselves. People with psychosis may feel it is not worth doing something because they cannot do it as well as they used to. You can help by suggesting they need to build-up gradually, for example reading for short periods, gradually spending more time with their children or working part-time.

· Avoid unnecessary arguments. If you are unhappy with something, try to calmly and pleasantly state what the problem is, why the behaviour is causing difficulty and be clear about what you would like them to do.

· If they are impulsive, asking them to delay their plans for a time can help avoid an argument. Explain that if their plan still seems a good idea you will talk about it further. 

· Learn to recognise the early signs that the person is becoming distressed and how best to respond. Signs can include restlessness, pacing, nervousness or talking more about voices and unusual beliefs. Asking what’s wrong, talking it through and giving reassurance may be enough. If the problem is caused by over-stimulation, they may need to sit quietly in company or have some time on their own. If the problem is boredom 

leaving too much time to dwell on worries, then activities such as playing board games or cards, computer games, TV, hobbies or household chores can help.

· People can seem so different when affected by psychosis that it can be hard to like them at times. It can help to remember that many of the things you do not like are caused by the illness. Try not to take it personally, even if they say hurtful things. You can expect more of their natural self to return as they recover from the illness.

· Try to be aware of your own feelings. It is common to feel sadness, anger, guilt, embarrassment or loss at times.  If you are not aware of your feelings, you may unthinkingly take them out on the person with the illness or others. Facing how you are feeling will help you take steps to look after yourself.

5.
How can we help with changes in behaviour?

Behaviour changes in psychosis can be a direct result of positive symptoms such as hearing voices or holding unusual beliefs. People may talk back to voices or want to have the curtains closed if they believe they are being watched. Negative symptoms can lead to sleeping more, inactivity and wanting to spend time alone, particularly in the first 6 – 12 months after an acute psychotic episode. Other behaviour changes can be caused by lower mood and self-confidence following the illness.

Suggestions to help.

· Try to understand the reasons for the behaviour. Even though they know that psychosis changes behaviour, carers can assume that the person is in control or could act differently if they really wanted. This leads to frustration, nagging and criticism. Such a stressful family atmosphere can contribute to the person becoming ill again. Negative symptoms in particular can seem like the person is being lazy or deliberately hurtful. In fact, they are part of the illness, for example, staying in bed all morning is more likely to be due to reduced motivation, or even an unwanted effect of medication, than laziness. Behaviour such as drinking heavily or taking street drugs usually causes more problems for people with psychosis. You may have more success in encouraging them to stop if you know the person believes it helps them relax, feel more confident or more like their friends. This understanding can help you talk about other ways to achieve their goals. 

· Balance providing support and promoting independence. We can all enjoy being looked after, so giving too much support can lead to the person becoming dependent. Expecting too much independence, too quickly, can be stressful for the person. Getting the balance right is difficult but it helps to think about what you are doing for the person and ask yourself, “could we be doing this together, or can they do this on their own now?”

· Be realistic in your expectations. Reduce your expectations when the person is unwell or when they need extra support following an acute psychotic episode. Raise your expectations as they recover and need to regain their independence. For example, relax normal ‘house-rules’ about helping with household tasks such as childcare, cooking, gardening or shopping if the person is acutely ill but gradually ask for more help as the person recovers from a relapse.

· Try not to be overprotective. Trying to shelter the person from all stresses will lead to frustration for them and become exhausting for you. Risking a failure and learning from mistakes are important in re-building self-confidence.

· Remember to praise and show appreciation for signs of progress. Comments on specific behaviours such as “I really appreciated it when you washed the dishes” or “Your hair looks great like that” are better confidence-builders than vague praise. Research tells us that problem behaviours are more likely to be reduced by encouraging and praising positive behaviours than by criticising the negative behaviours. 

· Try breaking down big tasks into smaller steps. Symptoms of psychosis can make even simple looking tasks like getting up and dressed, tidying a room, cooking or filling-in a form seem overwhelmingly complicated. Suggest doing a bit at a time or doing parts of the job together to help them get started.

· Odd or embarrassing behaviour can be ignored at times or a simple “Please stop ….” Is sufficient. Do not make a joke of it or let others laugh at them. If they cannot stop or the behaviour leads to criticism in public, explain that the behaviour is not acceptable to others and discuss how they could limit it, perhaps only doing it in their own room. 

· High-risk behaviour cannot be ignored. Examples include self-neglect, excessive alcohol or drug use, inappropriate sexual behaviour, dangerous driving and behaviour that risks abuse or violence from other people. They may want you to keep such behaviour secret but if you know the person is at risk, you need to seek help to know you have done all you can to prevent harm.

· Do not wear yourself out trying to force changes. Experienced carers often look back and say that time, kindness and patience were more effective than fussing or arguments. They suggest you “don’t sweat the small stuff.” Walking away from confrontations, going out or other ways of looking after yourself may not change the behaviour today but will help you cope tomorrow.

· If you are worried and feel stuck, remember that you can ask for help from mental health services. It can be difficult to talk about personal issues such as the effects of a partner’s illness on your sex life or a son’s manipulative behaviour to get money for drugs, but the chances are that the health worker will have spoken to others with similar problems. They will be able to give information and support.

· As the person recovers, it is important that they begin to regain lost interests and work towards normal life goals such as education, work, relationships or living independently. Whilst the illness may limit or delay some of their options, it helps to ask yourself “what would this person be doing in their life if they did not have these problems?” As they get better, compare this with their actual behaviour and gently encourage them to work towards these goals with the help of mental health services when needed.

6.
What can we do in a crisis?

The most common cause of crises is the person becoming ill again. The majority of people recover from psychosis and have times that they are well but will relapse and have one or more acute psychotic episodes over a period of years. The persons own efforts, medication and support from mental health services and family members can greatly reduce the chances of further episodes. However family members need to remember that there is a limit to what they can do to prevent relapses and that, as an expected part of the illness, they have not failed when they do happen.

As well as relapses of acute psychosis, crises can follow stressful life events or be caused by the person becoming anxious, depressed or suicidal. It is rare for people with psychosis to be dangerous to others but violence can happen if they are confused or frightened, particularly if they are under the influence of alcohol or street drugs.

Suggestions to help.

· Try to plan ahead if you know something stressful is happening to reduce the chances of problems developing. Changes in routine, even holidays or celebrations can be unsettling. Asking about concerns and planning how to cope can be very reassuring.  We can all benefit from having someone to discuss our feelings with when faced with emotional stresses like a relationship ending. Practical advice or suggestions about where to get help are useful if you know the person has problems such as money worries, physical illness or alcohol/drug misuse.

· You cannot always anticipate problems, so it helps to look out for the person’s individual ‘early warning signs’ of worsening mental health. They may be more agitated and irritable, preoccupied with unusual beliefs or hallucinations or their mood may change. Some people may become down and withdrawn, others ‘high’ and overactive.

· Over time, people with psychosis and their carers can learn to identify the early warning signs of the illness returning, this helps the family be relaxed about minor ups-and-downs but respond in a planned way and get extra help when it is really needed. The person will have been encouraged to write a ‘relapse prevention plan’ with their mental health worker. You can expect to be involved in this or to meet separately with mental health staff to discuss the support you need – including how to make urgent contact services if you are concerned and what to do in a crisis.

· Try to talk openly about your concerns without criticising or blaming the person. Calmly describe any behaviours that are unacceptable and what you can and cannot cope with.

· Ask them to take steps to manage the crisis, for example carrying out their relapse plan, asking for extra help or taking extra medication if it has been prescribed. If they do not act, suggest relaxing or distracting activities and explain that you will be contacting mental health services so you can get the help you need at this time.

· Take threats of self-harm or talk of suicide seriously. It is alright to talk to the person about how they are feeling; talking about suicide does not make it happen. Always seek help if you are concerned that the person might harm themselves.

· If the person harms themselves or threatens other people, is aggressive with a family member or damages property, these are clear signs of a crisis. As well as managing the immediate situation you must carry out the plan to contact mental health services urgently or the police if there is immediate danger.

· It is very important to try to stay calm and appear in control even though you may be very distressed yourself in a crisis. Try not to show irritation or anger. Tears, shouting or statements such as “you will end up in hospital” will add to existing stress.

· Gentle reminders that their fears are part of the illness can help but this is not the time to try to challenge the reality of hallucinations or unusual beliefs. The person may be frightened by their symptoms and fearful of loosing control. Trying to reason with them can lead them to defend their beliefs, argue back and feel more isolated.

· If the person is very agitated do not get too close, touch or try to restrain them. Give them space and make sure you can leave the situation quickly if you need to.  Try to give simple choices such as “we can sit quietly if it will help you relax or you can go to your room”.

· If the person’s mental illness means they are a danger to themselves or others, the Mental Health Act gives doctors and mental health workers the power to admit them to hospital for assessment and treatment. The police also have the power to take them to a place of safety to be assessed.

· After a crisis, when all of the family is ready, it is important to learn from what has happened by discussing changes that could be made to manage any future crises. 

7.
Remember to look after yourself.

People who are caring for someone with an illness often put their own needs last. You may do this successfully for a time, but if it continues, your own health can suffer and you may become less able to support the person you care for. 

Suggestions to help.

· Try taking life ‘one day at a time’. It often takes six-months to a year to see steady signs of recovery after an acute psychotic episode, so carers need to pace themselves.

· Establish your own priorities. As a minimum, you need the basics of sleep, regular diet, exercise and relaxation for your own health, plus time and energy to manage other priorities in your life. 

· Make time for yourself. Research shows that too much time together can cause stress in families where someone has psychosis. If the person needs a lot of support this might mean sharing out the time with other family members and friends. Making time to relax, going out or encouraging the person to go out can give you a much-needed break from each other. Other options include short periods of care arranged by mental health workers (respite care) or the person moving out of the family home to live more independently.

· Try to balance supporting the person with the illness and other parts of your life. ‘Being-there’ for the person should not mean giving up things you enjoy, your social life, holidays or work. If you find caring is taking over your life, it helps to ask yourself ‘what would I be doing if my family member/friend did not have these problems?’ Working towards more balance in your life will help you and the person who needs your care.

· Talk over problems and progress with someone else. Talking to other family members can lead to practical help; sharing with friends can help keep problems in perspective; joining a support group can help you learn from others who are facing similar challenges.

· Ask for advice and help from mental health workers. As well as general information, support and guidance, people who provide regular and substantial care can request their own Carers Assessment and support plan. This may include help from staff trained in Psychosocial Interventions who work with carers and whole families to help them understand what is happening and to find solutions to their problems. 

· Expect to be treated as an important partner in care. At times mental health professionals have to balance their patient’s right to confidentiality with the carers need for support but you can expect them to listen to you and provide as much information and guidance as they are able to. It can help to write down the questions you would like answered before a meeting. Please say if you do not understand what you are told and ask for a clearer explanation.

· Find out how mental health services work. Each person with psychosis in contact with services will have a Care Programme Approach (CPA) care co-ordinator who organises different parts of care and reviews. Knowing who they are and how to contribute to reviews is important. Please say if you do not feel the care being offered is helping.

·  Remember you will not always get it right. This leaflet, professionals and friends can only make suggestions – looking after yourself and learning from experience will help you find the solutions that work for you and your family.

· Try to keep believing that the person will recover. Recovery can be a long process with set-backs along the way, but people do get better and get on with their lives. 
This leaflet is one of a series providing information about psychosis. Sources include the National Institute for Clinical Excellence Guidance on Schizophrenia (2002). If you need more information, have specific questions you want answered or wish to comment on this leaflet, please talk to your mental health worker. Produced by Barry Ford, Nurse Consultant in Psychosocial Interventions for the Community Mental Health Teams’ - Standards in the Care of Psychosis Group.






The term carer is used in this booklet to refer to people who provide unpaid help to someone with an illness. Carers are often family members but can also be friends, neighbours or others.





Recovery may mean returning to a state of wellness after illness or achieving a personally acceptable quality of life, if the illness continues to affect the person’s daily life.











This information is available in other formats on request.





If you require it in large print, Braille, on audiotape


or translating, please ask.






































































































































                                	










































































This booklet deals with the following topics: 














Thank-you to all the carers who shared their experiences and suggestions for inclusion in this booklet.
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