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Dear Carer,
This is a message from carers who have gone through the same experiences that you are going through now. Our young adults are currently recovering from psychotic illness, which has necessitated periods of treatment in secure psychiatric units during the past few years. You can gauge how unwell they were from their “Real Life Stories” on the Gloucestershire Recovery in Psychosis (GRIP) Website http://www.gripinitiative.org.uk/. 
This is one thing we have in common. A second is that we and our young adults are fortunate enough to have found the GRIP team, and Carers Gloucestershire http://www.carersgloucestershire.org.uk/. A third thing we have in common is a wish to share with you some thoughts and information based on our own experiences. To that end we have helped to gathered together some information here that we found useful. We want to be honest and realistic about what lies ahead on your journey, but have also tried to inject a little humour and a lot of hope to help you through this difficult period! 
We are members who attended the GRIP Carers Support Group which held its inaugural meeting on 3rd October 2005.  
Our feelings at the time were:
6.25 pm
Mild anxiety to fear at what and who we might find!

6.35 pm
Relief to find that others present were just as ‘normal’ as us!

By 8pm
Reassurance that we weren’t alone in our fog of emotions!
Six months later, with our young people further down the route to recovery, we felt empowered to organize our own meetings on an ad hoc basis, both as a group but also between individuals, as friendships have developed.
So, firstly, if you do have the opportunity, we do urge you to turn up. We found those meetings of huge benefit. However be prepared during the first few sessions for some emotional turbulence as topics discussed may cause uncomfortable, sometimes hidden, emotions to bubble to the surface. These could be with regard to the crisis you are currently experiencing, but also in relation to your own past life events which will be unique to each of you. Whatever the source, you will find support from within the group or if you would like to speak to anyone of us individually, please ask the GRIP Team.
So how have you been feeling recently? Angry, sad frustrated, exhausted, guilty, withdrawn, isolated, frightened, bereaved? All this and more, we suspect.

THESE FEELINGS ARE ENTIRELY NORMAL – but very unpleasant and upsetting. Other members of the family are likely to be experiencing similar emotions. Feel them as they come over you, but let them pass on. Share them with others if you feel able. It can be surprising who actually turns up trumps on the ‘support’ front – certainly not always your best friend or family. It may be a stranger who’s been through a similar experience, a ‘professional’, or possibly just a good listening, non-judgmental acquaintance.

We’d love to be able to give you all the answers but every young person is different, every carer is different, every psychosis episode is different and every recovery different. There are no ‘norms’, no set patterns of recovery and no guarantees of lasting recovery. With the benefit of experience and hindsight, the experts can give us ‘approximates’ and ‘averages’, but as carers we are desperate to have more definitive answers to our numerous, very specific questions about psychotic illness. Sadly, one of the hardest things for any carer to hear is: “it will take as long as it takes”. We know, we’ve been there, some of us are still there, a few of us are re-ordering the T-shirt! This is why we want to ‘tell it to you straight’ by sharing some of our experiences of ‘the recovery process’. This is why, carer to carer, we want to offer you our support in spirit if not in body.
It can be hard, as a carer, to say I want, I need, I deserve to get on with my own life, but by doing so you will help not only yourself but be far better equipped emotionally to help your son or daughter so included in our pack are some ideas on caring for yourself as an individual not just as a carer. A psychotic illness can be truly disabling for the sufferer but don’t allow it to disable you.

The words ‘psychosis’, ‘schizophrenia’, even just ‘mental illness’ still carry a certain amount of sigma, although this is improving with greater knowledge and understanding in the community from stories about celebrities like Amy Winehouse in the media. But one thing we have all found when opening up to people is just how much of it there is about – ‘psychosis’ not ‘stigma’. It amazed us just how many people have a child, sibling or parent, uncle, niece or friend who has experience of psychosis and how they can feel just as relieved as us to find a ‘kindred spirit’ for some co-support. However you may encounter people, even friends or family, who cannot ‘handle’ it. That is entirely their problem. We feel the way forward is to be open and up front about our young peoples’ illness and crusade for total social inclusion and recognition that mental health can be as fragile as physical health. We fully understand that at present you may be feeling too raw to join the cause, but in time you may feel strong enough to join us.
It is our sincerest hope that you will find this pack of information not only informative and supportive, but that it gives you hope for the future.

Our best wishes on your journey.

Robina, Sue, Gordon and Julie.

What is Psychosis?

(with grateful thanks to bcss.com)

Psychosis can happen to anyone. Like any other illness, it can be treated...
What you may want to know:
· Psychosis often strikes young people in their prime

· Psychosis distorts the senses, making it very difficult for the ill person to tell what is real from what is not real

· Usual age for occurrence of first-episode psychosis is 16 to 25 (but can also occur between 14-35)

· Men and women are affected with equal frequency, but, for men, the age of onset for psychosis is often ages 16 to 20

· For women, the age of onset is sometimes later, ages 20 to 30

· Medical assessment and treatment are necessary

· Early assessment, education and treatment greatly improve outcomes for the individual and their family

· The word psychosis is used to describe medical conditions that affect the brain, so that there is loss of contact with reality. When someone becomes ill in this way, it is called a psychotic episode
· Psychosis is most likely to occur in young adults and is quite common 

· About 3 out of every 100 people will experience a psychotic episode, making psychosis more common than diabetes. Most people make a full recovery from the experience
First-Episode Psychosis

First-episode psychosis refers to the first time a person experiences psychotic symptoms. Someone experiencing a first-episode psychosis may not understand what is happening. Symptoms are unfamiliar and frightening, leaving the person confused and distressed. If they do not know the facts and have no real understanding about mental illness, their distress may be increased by negative myths and stereotypes. A psychotic episode occurs in three phases. The length of each phase varies from person to person.

Phase 1: Prodrome - The early signs of psychosis are vague and sometimes hardly noticeable. There may be changes in the way people describe their feelings, thoughts and perceptions.

Phase 2: Acute - Clear psychotic symptoms are experienced, such as disorganized thinking, hallucinations, or delusions.

Phase 3: Recovery - Psychosis is treatable and most people recover. The pattern of recovery varies from person to person.

People recover from first-episode psychosis. Many never experience another psychotic episode.

Types of Psychosis

When someone has a psychosis, a particular psychotic illness is usually diagnosed. Diagnosis means identification of an illness by symptoms, so the person’s diagnosis will depend on what may have triggered the illness and how long the symptoms last.

When someone experiences psychosis for the first time, it can be difficult to make an exact diagnosis, because many of the factors underlying the illness may be unclear. Nevertheless, it is helpful to understand some of the diagnostic labels you might hear.

Drug- Induced Psychosis

Using or withdrawing from drugs and alcohol can cause psychotic symptoms. Sometimes these symptoms will rapidly disappear as the substance wears off. In other cases, the illness may last longer, but begin with a drug-induced psychosis.

Organic Psychosis

Psychotic symptoms may appear due to a head injury or a physical illness that disrupts brain functioning, such as encephalitis, AIDS or a tumour. There are usually other symptoms present, such as memory problems or confusion.

Brief Reactive Psychosis

Psychotic symptoms may arise suddenly in response to major stress in someone’s life, such as a death in the family or other important change of circumstances. Symptoms can be severe, but the person makes a quick recovery in only a few days.

Schizophrenia

Schizophrenia refers to an illness in which the changes in behaviour or symptoms have been present for a period of at least six months. Again, symptoms, severity and length of illness vary from person to person. Contrary to previous beliefs, schizophrenia is a fairly common illness (one in 100), and many people with schizophrenia lead happy and fulfilling lives.

Schizophreniform Disorder

This diagnosis is usually given when symptoms have lasted for less than six months.

Bipolar Disorder (Manic Depression)

Bipolar disorder is a "mood disorder”. Psychosis appears as part of a more general disturbance in mood, which is characterized by extreme highs (mania) and lows (depression). Psychotic symptoms tend to fit with the person’s mood. If they are unusually excited or happy, they may believe they are special and can perform amazing feats. If they are depressed, they may hear voices telling them to commit suicide.

Major Depression

Also a "mood disorder". This is severe clinical depression with psychotic symptoms but without periods of mania or highs occurring during the illness.

Schizoaffective Disorder

This diagnosis is made when the clinical picture is not "typical" of either a mood disorder or schizophrenia, but the person has concurrent or consecutive symptoms of both illnesses.

Information in this section adapted from the Early Psychosis Prevention and Intervention Centre (EPPIC), Melbourne, Australia Causes of Psychosis

Causes of Psychosis

Several theories exist regarding the causes of psychosis, but there is still much research to be done. What is known at the moment indicates that psychosis may be caused by a combination of biological factors that create a vulnerability to psychosis during adolescence or early adult life. Symptoms can emerge in response to stress or drug use, or they may be biologically determined to emerge at a certain stage of development regardless of life experience. In first-episode psychosis, the cause is particularly unclear. Therefore, it is necessary for the person to have a complete medical and neurological examination, to make the diagnosis as clear as possible. The course and outcome of psychosis varies considerably from person to person. The earlier psychosis is recognised, medically assessed and treated, the better the outlook.

Symptoms

Just as other illnesses have signs or symptoms, so does psychosis. Symptoms are not identical for everyone. Some people may have only one episode of psychosis in their lifetime. Others may have recurring episodes, but lead relatively normal lives in between. Others may have severe symptoms for a lifetime. Psychosis always involves a change in ability and personality. Family members and friends notice that the person is "not the same." Because they are experiencing perceptual difficulties, trouble knowing what is real from what is not real, the person who is ill often begins to withdraw as their symptoms become more pronounced. Deterioration is usually observed in: 

· Work or academic activities

· Relationships with others

· Personal care and hygiene

To understand the experience of psychosis, it is useful to group together some of the more characteristic symptoms:

Personality change is often a key to recognising psychosis. At first, changes may be subtle, minor and go unnoticed. Eventually, such changes become obvious to family, friends, classmates or colleagues. There is a loss or lack of emotion, interest and motivation. A normally outgoing person may become withdrawn, quiet, or moody. Emotions may be inappropriate, the person may laugh in a sad situation, or cry over a joke, or may be unable to show any emotion at all.

Cognitive impairment (thought disorder) is the most profound change, since it prevents clear thinking and rational response. Thoughts may be slow to form, or come extra fast, or not at all. The person may jump from topic to topic, seem confused, or have difficulty making simple decisions.

Delusions false beliefs that have no logical basis may colour thinking. Some people feel they are being persecuted, spied on or plotted against. They may be convinced the police are watching them. Or they may have grandiose delusions; believe they are all-powerful, capable of anything, even invulnerable to danger. They may also have a strong religious drive, believing they have a personal mission to right the wrongs of the world.

Perceptual changes turn the world of the ill person topsy-turvy. Sensory messages to the brain from the eyes, ears, nose, skin, and taste buds become confused. and the person may actually hear, see, smell or feel sensations that are not real. These are hallucinations. People with psychosis will often hear voices. Sometimes the voices are threatening or condemning; they may also give direct orders such as, "kill yourself”. There is always a danger that such commands will be obeyed. People who are ill may also have visual hallucinations, a door in a wall where no door exists; a lion, a tiger, or a long-dead relative may suddenly appear. Colours, shapes, and faces may change before the person’s eyes. There may also be hypersensitivity to sounds, tastes, and smells. A ringing telephone might seem as loud as a fire alarm bell, or a loved one’s voice as threatening as a barking dog. Sense of touch may also be distorted. Someone may literally “feel” their skin is crawling, or conversely, they may feel nothing, not even pain from a real injury.

Sense of Self: When one or all five senses are affected, the person may feel out of time, out of space, free floating and bodiless, and non-existent as a person. Someone who is experiencing such profound and frightening changes will often try to keep them a secret. There is often a strong need to deny what is happening, and to avoid other people and situations where the fact that one is “different” might be discovered. Intense misperceptions of reality trigger feelings of dread, panic, fear, and anxiety, natural reactions to such terrifying experiences. Psychological distress is intense, but the person will often try to keep it hidden due to a strong sense of either denial of fear. People with psychosis need understanding, patience, and reassurance that they will not be abandoned.

Time is of the essence…

Goals of Early Intervention
· Better short and long term outcomes

· Less need for hospitalisation

· More rapid recovery

· Less social and economic damage

· Less family disruption

· Preservation of psychosocial skills, social and environmental supports, personal assets

· Reduced secondary morbidity (depression, cognitive damage, substance abuse, etc.)

· Reduced risk of relapse

· Reduced risk of homelessness

Why early treatment?
· Treatment delays can cause illness to worsen, and to be less responsive to treatment

· Early treatment reduces the risk of cognitive damage, memory loss, impaired executive functioning, learning disabilities, that accompanies brain changes in some illnesses, such as schizophrenia

· Timely and appropriate treatment maximizes better long-term outcomes

· The longer the illness goes untreated, the longer it takes for remission of symptoms

· The less remission there is, the higher the risk of relapse.

Early warning signs
The following list of warning signs was developed by people whose family members have suffered from psychosis. Many behaviours described are within the range of normal responses to situations, especially for young people. Yet families sense, even when symptoms are mild, that behaviour is “unusual”; that the person is somehow "not the same". The number and severity of these symptoms differ from person to person, although almost everyone mentions noticeable social withdrawal.
· Deterioration of personal hygiene

· Depression

· Bizarre behaviour

· Irrational statements

· Sleeping excessively or inability to sleep

· Social withdrawal, isolation, and reclusiveness

· Shift in basic personality

· Unexpected hostility

· Deterioration of social relationships

· Hyperactivity or inactivity, or alternating between the two

· Inability to concentrate or to cope with minor problems

· Extreme preoccupation with religion or with the occult

· Excessive writing without meaning

· Indifference

· Dropping out of activities, or out of life in general

· Decline in academic or athletic interests

· Forgetting things

· Losing possessions

· Extreme reactions to criticism

· Inability to express joy

· Inability to cry, or excessive crying

· Inappropriate laughter

· Unusual sensitivity to stimuli (noise, light, colours, textures)

· Attempts to escape by frequent moves or hitchhiking trips

· Drug or alcohol abuse

· Fainting

· Strange posturing

· Refusal to touch persons or objects; wearing gloves, etc.

· Shaving head or body hair

· Staring without blinking or blinking incessantly

· Cutting oneself; threats of self-mutilation

· Flat, reptile-like gaze

· Rigid stubbornness

· Peculiar use of words or odd language structures

· Sensitivity and irritability when touched by others.

How families are affected
“The typical family of a young person suffering from psychosis is often in chaos. Parents may look frantically for answers or try to deny that anything is wrong; siblings want to flee. If the ill person doesn’t receive proper medical care, the family may be destroyed no matter how hard they try to survive.”

— Mother of a young man with psychosis

When parents learn their child is suffering from psychosis, they may experience a range of strong emotions. They may be shocked, sad, angry, confused, and dismayed. Some have described their reactions as follows:

· Sorrow ("We feel like we’ve lost our child.")

· Anxiety ("We're afraid to leave him alone or hurt his feelings.")

· Fear ("Will the ill person harm himself or others?")

· Shame and guilt ("Are we to blame? What will people think?")

· Feelings of isolation ("No one else could ever understand.")

· Ambivalence toward the afflicted person ("We love him so much, but when his illness makes him so aggressive, we wish he'd just go away.")

· Anger and jealousy ("Siblings resent the attention given to the ill family member.")

· Depression (“We can't even talk without crying.")

· Total denial of the illness ("This can't be happening to our family.")

· Blaming each other (“If you had been a better parent...")

· Marital discord ("Our relationship became cold. I felt dead inside.")

· Divorce ("It just tore our family apart.")

· Preoccupation with "moving away" ("Maybe if we lived somewhere else, things would be better”.)

· Sleeplessness ("I've aged so much in the last seven years.")

· Weight loss ("We’ve been through the mill, and it shows in our health.")

· Withdrawal from social activities ("We don't attend family get-togethers.")

· Excessive searching for possible explanations ("Was it something we did?”)

· Increased use of alcohol or tranquilizers ("Our evening drink turned into three or four.")

· Fear of the future (“What's going to happen? Who will take care of our child if he doesn’t get better?")

Guidelines for friends and families
Learn to recognise symptoms
When odd behaviour is experienced or observed, it makes good sense to seek advice   from a doctor. Acute psychosis may occur suddenly, but more often it will develop over a period of time. The following symptoms are important:
· Marked change in personality

· A constant feeling of being watched

· Difficulty controlling one’s thoughts

· Inability to “turn off the imagination”

· Hearing voices or sounds others don’t hear

· Increased withdrawal from social contacts

· Seeing people or things that others don’t see

· Difficulties with language, words do not make sense

· Sudden excesses, such as extreme religiosity

· Irrational, angry, or fearful responses to loved ones

· Sleeplessness and agitation
These symptoms, even in combination, may not be evidence of psychosis. They could be the result of injury, drug use, or extreme emotional distress

Get help
Take the initiative. If symptoms of psychosis are occurring, ask your GP for an assessment or referral. Family members and friends are usually the first to notice symptoms and suggest medical help. Remember, if the ill person accepts hallucinations and delusions as reality, they may resist treatment.

Be persistent. Find a doctor who is familiar with psychosis, or even better

an Early Intervention Service

The assessment and treatment of early psychosis should be done by people who are well-qualified. If you don’t have access to an Early Intervention Service try to find a doctor who has an interest in this area, someone who is competent and has empathy with peoples and their families. Remember, if you lack confidence in a doctor or psychiatrist, you always have the right to seek a second opinion.

Help in the assessment process. People with psychosis may not be able to volunteer much information during an assessment. Talk to the doctor yourself, or write a letter describing your concerns. Be specific. Be persistent. The information you supply can help towards more accurate assessment and treatment.

Making first contact
Rehearse before you call. State what you need clearly and briefly.

Make a note of the names of the people you talk to, along with the date and approximate time. If you cannot get the help or information you need, ask to speak to a case manager, supervisor, or the person in charge.

If you cannot immediately reach the doctor or case manager, ask when you may expect a return call, or when the person will be free for you to call back.

Making the most of treatment
There may be exchanges between the team and the person that they feel are of a highly personal nature and wants to keep confidential. However, family members or close friends often need information related to care and treatment. 
You should be able to discuss the following with the doctor:

· Signs and symptoms of the psychosis

· Expected course of the illness

· Treatment strategies

· Signs of possible relapse

· Other related information
Provide plenty of support and loving care. Help the person accept their illness by dealing with it in a matter of fact manner. Try to show by your attitude and behaviour that there is hope, that things can be managed, and that life can be satisfying and productive.

Help the person maintain a record of information on:

· Symptoms that have appeared

· Medications, including dosages

· Effects of various types of treatment

Learn to recognise the signs of relapse
Family and friends should be familiar with signs of “relapse”, where the ill person may suffer a period of deterioration due to a flare up of symptoms. It helps to know that signs of impending relapse are quite specific for some people. Signs vary from person to person, but the most common are:

· Increased withdrawal from activities

· Deterioration of basic personal care.

Managing from day to day
Ensure that there is follow-up care and treatment. This means taking medication if prescribed, keeping ongoing appointments for cognitive testing, psychosocial education and rehabilitation if necessary.

Try to provide a structured and predictable environment. The recovering person will have problems with sensory overload. To reduce stress, keep routines simple, and allow the person time alone each day. Plan non-stressful, low-key regular daily activities, and keep "big events" to a minimum. 

Be consistent. All family members and friends including the person should agree on a plan of action and follow it. If recurring concerns are handled in a predictable manner, it reduces confusion and stress for the person who has been ill. Set limits on how much abnormal behaviour is acceptable, and consistently apply the consequences. Some relearning may be necessary.

Maintain peace and calm at home. Thought disorder can be an ongoing problem for some people. It generally helps to keep voice levels down. When the person is participating in discussions, try to speak one at a time, and at a reasonably moderated pace. Shorter sentences can also help. Above all, avoid arguing about delusions (false beliefs).

Be positive and supportive. Being positive instead of critical will help the person much more in the long run. People who have experienced psychosis need frequent encouragement, since self-esteem is often very fragile. Encourage all positive efforts. Be sure to express appreciation for a job even half-done, because the person’s confidence, initiative, patience, and memory have often been undermined.

Help the person set realistic goals. Some people who have experienced psychosis may need lots of encouragement to regain some of their former skills and interests. They may also want to try new things, but should work up to them gradually and not take on too much at a time. The point is to avoid excessive stress, so goals should be reasonable, and nagging should be avoided.

Gradually increase independence. As participation in a variety of tasks, recreational and social activities increases, so should independence.  It is important for young people to continue with social activities, education and employment if possible. If school or work are not possible, try to keep up social and recreational activities and help the person plan to use their time constructively.

Learn how to cope with stress together. Anticipate the ups and downs of life and try to prepare accordingly. The person who has been ill needs to learn to deal with stress in an acceptable manner. Your positive role-modelling can help. Sometimes just recognizing in advance something that might be stressful and talking about it can also help.

Encourage the person to try something new. Offer help selecting an appropriate activity. If requested, go along the first time for moral support.

Look after yourself and other family members
Be good to yourself. Self-care is very important, even crucial, to every individual, and ultimately helps the functioning of the entire family. Let go of any outdated notions of guilt and shame. Remember, poor parenting or poor communication does not cause psychosis, nor is it the result of any personal failure by the individual.

Value your own privacy. Keep up your own friendships and outside interests, and try to lead as orderly a life as possible.

Do not neglect other family members. Brothers and sisters often secretly share the same guilt and fear as their parents. They may worry that they might also experience psychosis. When their concerns are neglected, they may feel jealous or resentful of the ill person. Siblings of people who have experienced psychosis need special attention and support to deal with these issues.

Get support... Learn From Others Who Have Similar Experience

Check for resources in your community. If someone in your family experiences a psychosis, it helps to know you are not alone. Support groups are good for sharing experiences with others. You will also get useful advice about your local mental health services from those who have “been there”.

Knowing where to go and who to see, and how to avoid wasting precious time and energy, can make a world of difference when trying to find good treatment. Continuity of care may also be important. Ultimately, this could involve ongoing medical, financial, housing, education, employment and social support systems. All these services may be crucial for recovery, yet they tend to be very poorly coordinated. Support groups can help you start putting the pieces of this puzzle together. They can also advocate for better, more integrated case management for people with psychosis and their families.

Call the Community Mental Health Team based in your local area. Ask about their carers groups and other forms of support.

Getting Treatment

“With early diagnosis, speedy initiation of treatment, careful medication monitoring, regular follow-up, proper education, residential, vocational and rehab support systems in place, long-term outcomes are quite favourable.” — Psychiatric professional

“How can we find appropriate help?”

It can sometimes be difficult to get appropriate assessment for a young person experiencing psychosis for the first time as the signs and symptoms are often not fully understood. Psychosis can resemble other illnesses, so assessment and treatment must involve well-qualified people. Appropriate assessment, medical care and prescription medications will all likely be needed. 

In Gloucestershire we have an Early Intervention Service, the GRIP team, you can make a referral directly to them. If the young person is still in school, a counsellor may also be able to assist with an appropriate referral. Another way is by talking with other families who have been through the mental health system. They will often be able to put you in touch with the best resources in your community, and save you a lot of time and frustration. 

Psychiatrists, psychologists, community nurses, social workers, occupational therapists, support workers and others are all part of the therapeutic process.  The team working with your loved one should take a detailed history, screen for problems that may be related to other possible illnesses, be knowledgeable about antipsychotic medications, follow up thoroughly and review medication regularly, so that adjustments can be made in the treatment when necessary. They should be interested in the person’s entire welfare, and make appropriate          referrals for psychosocial education, rehab, housing, social support, and financial aid. They should explain clearly what is going on  and involve the family as much as possible in the treatment process.
If you are uneasy or lack confidence in the medical advice you receive, remember, you do have the right to another opinion.
Medication and other interventions
(with grateful thanks to bcss.com)

Treatment for psychosis includes several elements

· Medication

· Cognitive-Behavioural Therapy.

· Training in Illness Self-Management.

· Social Skills Training.

· Meaningful occupation– including supported education and employment programmes.

· Support Groups.

Medication 
People with psychosis are likely to be given medication to alleviate symptoms. It is not possible to know in advance which medication will work best for an individual. Several medication adjustments may be required. This period of trial and error can be difficult for everyone involved. Some medications may have unpleasant side effects, dry mouth, drowsiness, stiffness, or restlessness. However, the newer generation of medications are generally much better tolerated than the old ones, and are generally used as ‘first line’ treatment for young people.

Can medication be a cure?

· Medication is one of the key components to living well with psychosis.  Other treatments are vital components and help people to maximise functioning and recovery.

· Medication works well to treat symptoms of the illness but does not “cure”.  Medication should not be adjusted or discontinued without the care team’s supervision.

What are the medications?

Antipsychotic medications are generally safe and work to restore a chemical imbalance in the brain.   They are not addictive nor will they make someone “high”.  People taking antipsychotics should be advised to limit their use of alcohol or street drugs because they can interfere with the medication. Ideally, they should not be used at all.

Monitoring for side effects

· It is important for patients and families to know about possible side effects of the medications and talk to the doctor if side effects occur.

· People may go off their medication if side effects are bothering them too much.

· Not everyone has side effects, and not all drugs carry the same risks.  Discuss these with the doctor to find which medication is best.

Psychosocial interventions

Meaningful occupation and psychosocial therapy go hand in hand with the use of medication.  Especially when acute phase of the illness is over, many people need help to rebuild their lives so they can work or engage in meaningful activities and build personal and social relationships.  Two commonly used therapies are cognitive-behavioural therapy and individual psychotherapy.

Cognitive-behavioural therapy

Cognitive-behavioural therapy attempts to strengthen the person’s capacity for normal thinking.  The goal is to help a person to use information from the world to make adaptive coping decisions to manage life problems and to function independently.  

Individual counselling

Individual counselling involves regularly scheduled talks with a mental health professional.  The sessions may focus on current or past problems, experiences, feelings and relationships.  They can help an individual to better understand themselves and their problems.  Counselling is most helpful once medication has relieved a person’s psychotic symptoms.

Family Counselling

Since the patient and the family are often under enormous emotional strain, counselling should be available from professionals who understand the illness.

Training in illness self-management

Mental health professionals see people with psychosis as active participants in the management of their illness. It is important for people, their families and friends to learn about psychosis and directly involved in planning for their care. Families should find out what assistance is available in their community, including day programmes, extra help in school, self-help groups, rehab, work and recreation programmes. It is most important for the patient and the family to understand the facts about psychosis, to have every hope for recovery, and to learn how best to manage residual symptoms, if necessary.

 Strategies to help involve people more in the treatment of their illness include:

· Psycho-education about mental illnesses

· Teaching clients to recognise and respond to early warning signs of relapse

· Teaching coping strategies for dealing with stress or persistent symptoms.

Supported education and employment

Many people who develop psychotic illness become ill during late adolescence/early adulthood and as a result they are less likely to complete their education and gain meaningful work experience.

With the right kind of support they can pursue or resume successful adult roles in their community.

Supported employment groups typically include the following features:

· attempt to ease the transition to college, maintain education and career aspirations and enhance self-esteem.

· clients work for pay

· they work as regular employees in integrated settings

· they receive flexible and ongoing support

Support groups

Support groups help these young people develop social networks, offer advice about problems, and provide opportunities to practice social skills.  Support groups can also be a good source of information about services available in the community.
Hospitalisation and Regular Follow-up 
Sometimes people experiencing psychosis may need to spend a period of time in hospital. This allows the person to be observed, assessed, and, if necessary, started on medication under the supervision of trained staff. The purpose of hospitalisation is proper medical care and protection. Once the person is stabilised and discharged from hospital, regular follow-up care will reduce the chances of relapse.

Residential and Rehabilitation Programmes
It is very important to have plans for education, social activities, recreational, vocational and residential opportunities. Used as part of the treatment plan, they can result in improved outcomes for everyone.

Nutrition, Rest and Exercise 
Recovery from psychosis, as with any illness, requires patience. It is aided by a well-balanced diet, adequate sleep, and regular exercise. However, side effects from medication may interfere with proper eating, sleeping, and exercise habits. There can be appetite loss, lack of motivation, and withdrawal from normal daily activity. Someone who has been very ill may still forget to eat, or may become suspicious about food, so supervision of daily routines is sometimes required. If you are a family member or friend who is trying to help, be patient. Above all, don’t take seeming carelessness or disinterest personally.

Recovery
Some of the most recent and hopeful news in psychosis research is emerging from studies in the field of early intervention. New studies challenge several long-held myths in psychiatry about the inability of people with psychosis to recover. It now appears that such myths, by maintaining an overall pessimism about outcomes, may significantly reduce a person’s opportunities for improvement and/or recovery. After three decades of empirical study, it is now clear that early intervention is an important part of treatment strategy. Furthermore, the importance of family input for treatment and the benefits of appropriate relations between clinicians and families are now well established.

Families need and want education, information, coping and communication skills and emotional support. For this reason a knowledgeable team involves all family members, if possible. The team, the person and the family can work together to identify needs and appropriate interventions. Everyone should be able to have realistic yet optimistic expectations about improvement and possible recovery.

Studies show that families and friends who have information and education are supportive, non-judgmental, and, most especially, non-critical ― can do much to help recovery. On the other hand, uninformed family members may have volatile reactions that will add to the ill person’s difficulties. Since we now know this, it is important for those who are close to the ill person to assess their coping skills. They need to know if the ill person has some degree of cognitive impairment. If so, treating professionals need to teach them some basic, simple communication techniques and strategies to prevent everyday misunderstandings, frustration and stress. Health professionals should help families try to anticipate and adapt to the ups and downs of the illness. Calm assurance, assistance, and support from family members and others who care can help the individual towards recovery.
How can family members help?

· Help the person find tools to assist with medications – labelled bubble or blister packs, watches with timers, pill boxes and calendars are all useful.

· Discuss in a matter-of-fact way the reasons for taking medications, the benefits, and what can happen if they are stopped.

· Learn about possible side effects and discuss them ahead of time so the person feels free to discuss them if they occur.

· Associate medications with daily routines such as meals, bedtime or when other family members take medication.

· It is important for family members and friends to recognize early signs of relapse.  These signs are often similar to those that occurred in the past – increasing withdrawal, agitation, sleeping problems, depression.

These young people need support from family and friends to help them recover to the best of their ability.  Encouragement and support while maintaining a realistic understanding of what the person can accomplish can be some of the best help you can provide.
Understanding diagnostic symptoms
 (with grateful thanks to bcss.com)

Symptoms of psychosis can include disordered thinking, changes in emotion and behaviour, paranoia, hallucinations and delusions.

Symptoms are generally grouped into three categories: positive symptoms, negative symptoms, and disorganized symptoms.

Positive symptoms
Positive as used here does not mean “good”.  It refers to experiences or behaviours that would not normally occur.

· Hallucinations: False or distorted sensory experiences that appear to the individual as real perceptions.  These sensory impressions occur in the absence of an actual external stimulus.  Hearing voices is the most common type of hallucination but hallucinations can also appear in the form of smell, taste or tactile feeling sensations.

· Delusions: False beliefs not based on facts.  People with psychosis may have ideas that are strange and out of touch with reality.

· Paranoia: Belief that others can read your thoughts, or are plotting against you or secretly monitoring your activities.

· Grandiosity: Belief that you can control other people, or that you are a well known historical or media figure, or another important personage (politician, artist, writer, police or military personnel, etc).

Negative symptoms
Negative does not refer to the person’s attitude, but to a lack of characteristics that should be there. They can be more easily understood as motivational difficulties
· Emotional “flatness”.

· Lack of expression.

· Brief speech that lacks content.

· Little pleasure or interest in life.

· Lack of motivation or energy.

· Lack of attention to personal hygiene.

Disorganised symptoms
· Disorganized perceptions – difficulty making sense of sights, sounds, feelings.

· Ordinary events may seem distorted so that they appear distracting or frightening.

· Extra-sensitivity to background noises, colour, shapes.

· Confused thinking and speech.

· Trouble communicating in coherent sentences or carrying on a conversation.

· Disorganized behaviour – difficulty planning, organizing and carrying out tasks or routines.

· Slow, repeated or rhythmic gestures.

· In severe cases an ill person may become catatonic, stop speaking or moving completely, or hold a fixed position for a long time.

Although not as dramatic as positive symptoms – negative symptoms and disorganized symptoms can seriously interfere with a person’s functioning.

How can family members help?
· Help ensure that medical treatment continues after hospitalisation.

· If necessary, assist with medication regime and appointments for follow-up treatment.

· Being positive instead of critical will help the ill person more in the long run.

· Keep daily routines simple.

· Plan non-stressful, low-key regular activities, keep “big events” to a minimum.

· To help reduce confusion and stress, be consistent and predictable in the way you handle recurring concerns.

· Try to keep voice levels down.

· If the ill person is participating in discussions, try to speak one at a time at a reasonably moderated pace.

· Shorter sentences can also help.

· Above all, avoid arguing about delusions (false beliefs).

“But I’m not sick…”
Because of their illness, some people with psychosis do not realize that they are sick.  Despite this fact, they still may be willing to take medication.

However, if your ill family member completely denies their illness and won’t take medication, it is useless to nag or argue.  Focus on developing a trusting relationship and identifying what is important to the individual.

Providing encouragement
Like most of us, people with psychosis need encouragement.

Express appreciation for all positive efforts, because the illness can undermine a person’s confidence, initiative, patience and memory. Celebrate small successes!

Some cognitive abilities, former skills and interests may be lost. Help the ill person set realistic new goals. If goals are unreasonable, the resulting stress can worsen symptoms.

Education and recovery
Families can provide a caring, supportive environment – but they cannot do everything. Good education and meaningful occupation are an integral part of recovery from psychosis.

Social isolation is a very real problem to most people with psychosis.  Find out about support programs in your area and encourage your relative to attend.

Problem solving together
Sleep difficulties

Encourage involvement in daily activities and taking medications at night if possible.

Anxiety

Be calm and supportive. Ask what you can do to help. Try to reduce unnecessary stimulation (loud voices, TV, radio). Talk to the doctor about medication or other treatments to help relieve anxiety attacks.

Personal hygiene

Gentle reminders and incentives can help, e.g. “When you shower and dress, let’s go out for coffee”.

Smoking

Smoking is extremely common among people with psychosis. Because of the health risks associated with tobacco use, people should be supported when they express interest in quitting. There are a number of effective interventions for smoking cessation.

Weight gain

Get involved in preparing healthy, nutritious meals with snacks together. If possible, start walking, swimming, or doing other enjoyable physical activities together.

Carers and hospital admission

Common Feelings and Thoughts

· Stressed

· Exhausted

· Emotional

· Guilty

· Traumatized

· Unfamiliar territory

· Vulnerable

· Frightened

· Worried

· Bereaved 

· Hopeful

· Unfamiliar language

Why Involve Carers
· The patient’s welfare and the welfare of the carer are inextricably linked

· Caring can put the carer’s physical and emotional health at risk

· Carers often fail to identify themselves as such and it is easy to overlook their needs

· But supporting carers can … 
· prevent crises for both patient and carer.

· Reduce emergency psychiatric admissions/re-admissions

· Reduce family stress

· Enhance service user functioning

Carer’s Knowledge

How they can support staff and the person they care for.

· Presenting problems

· Main symptoms

· Is the patient suicidal

· Hearing voices, other symptoms

· Risk assessment

· Medication

· Other problems – housing, finances, benefits

· Work related problems

· Relationship difficulties

What do carers need?

· Recognition and Understanding

· Information - about the ward, medication – side effects etc

· Explanation about roles and responsibilities of staff

· Privacy

· To be part of the team
Caring as a family
(with grateful thanks to bcss.com)

When someone is diagnosed with psychosis, the whole family – including the ill person – may experience a sense of grief and loss.

Grief can include several stages – shock, denial, confusion, anger, sadness – and finally, acceptance.

Managing from day to day

Living with any chronic illness is likely to change your day-to-day life.  Understanding the facts about psychosis and recognizing the impact it may have on your family will help.

· Get the facts. Help the ill person and other family members to learn as much as you can about the illness.

· Talk to professionals, other family members and friends. Some of them may want to be involved in helping.

· Ask about support groups, education programmes and other helpful resources.

Parents and spouses
More than 50% of people with psychosis live with their families. If families are not well informed, they can be overwhelmed by the experience of dealing with the illness.

Self-care is very important – even crucial. When you neglect your own needs, you risk burning out and being unable to help anyone.

· Don’t let the illness take over your life. Outside activities are essential to maintaining your health.

· Daily routines should be maintained. Family life should be kept as normal as possible. Make time for hobbies, social events and other activities you enjoy.

· It is important that other family members and friends are not neglected.

· Join a family support group. Other families can help you find ways to cope with things that bother you.

· Have a plan for crisis situations. It may never be needed, but its always best to be prepared.

· If you feel you can’t cope with the impact of the illness, do not hesitate to ask for help.

· Mental illness can disrupt a couple’s love, companionship, intimacy and partnership of marriage.

· Learn to separate the illness from the person.

Siblings
All family members are affected when mental illness strikes in a family. Siblings are often the first ones to notice that “something is not right”.

As a brother or sister you may:

· Have fears that you too will develop mental ill health.

· Be uncomfortable or embarrassed about the illness.

· Feel you have lost your best friend.

· Resent the time your parents spend with your ill sibling.

· Stop bringing friends home.

· Feel guilty that you have a better life than your brother or sister.

· Worry about your parents, and feel you must be perfect to make up for what they have lost in your sibling.

Young children of parents with Psychosis
Children have more limited coping skills and are more dependent on adults to help them deal with the often confusing and sometimes frightening home situation.

Young children’s needs include:

· Continuity of care and least disruption to home and school when a parent is hospitalised.

· Age appropriate information about mental illness.

· Someone that the child can talk to about fears, guilt, and confusion.

· Support groups where children can meet with other children.

· A safety network (list of names and telephone numbers of caring adults) for the child to call if they need help.

Help and support for black and ethnic minorities

The Trust’s commitments

The Trust is committed to delivering services equally and recognising the diverse needs of the community is serves. It aims to do this by focusing on individual needs of service users and improving the responsiveness to carers. By promoting effective partnerships and engaging with the particular needs of the community. 
What can the GRIP team do to help and support?

Through our person focused assessments and family focused way of working, we would hope to identify any needs, whether they are related to gender, culture, religion or ethnicity. 
The team also has access to resources to inform and support us to enable us to provide a more relevant service. There is a countywide team of Community Development Workers who are from black and ethnic minorities to support us to work sensitively with this service user group. We also use interpreters if needed where English isn’t someone’s first language. 
The benefits of an open referral system

 As the GRIP team take referrals from any concerned party, we are able to include groups of people that might not normally access GPs and follow the normal route into mental health services. Therefore community centres, churches and mosques can all refer to us to help reduce the amount of time someone is not accessing any help for psychosis and hopefully therefore make contact with mental health services a more pleasant experience. 
Useful contacts

Cheltenham Hindu Community Centre and Temple
01242 584250

Gloucestershire Afro-Caribbean Association

01452 387754

Gloucestershire Chinese Community Group

01452 503094

Gloucestershire Chinese Women's Group

01452 332088

Gloucestershire Inter-Faith Action Gloucester

01452 530337

Gloucestershire Islamic Trust



01452 506870

Hindu Cultural Association




01452 618753

Dealing with difficult behaviour
(with grateful thanks to bcss.com and Rethink)

Day to day dos and don’ts
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.

●
The Principle is: 

Change ‘acting out to talking out’ - try talking things through rather than acting impulsively.

●
Don’t invade defensible space: people like their own bit of territory – their own chair etc.

· Stay an arm’s length away.

· Avoid being in a corner, or cornering the person.

· Always knock on their door.

●
Get to know the signs of rising tension: rocking, stuttering, colouring of the face, pacing, hand wringing.

●
Keep neutral body postures:

· Keep hands in sight – showing the palms is a sign of peaceful intentions.

· NO clenched fists, hands on hips, pointing, leaning over people.

· Make eye contact - but don’t stare!

· 90% of communication is non-verbal so SMILE!

●
If you defuse the situation you are successful.  If the person has not lost face, has kept their pride – then they are successful.

●
Self-awareness: this is not a vague thing.  If you are in a grotty mood don’t pretend you are feeling great, or that it doesn’t matter.   Just being aware of your mood can help you make adjustments to how to deal with any given situation.

●
Establish a warn environment.

· Physically turn up heat (a side effect of some medication can be to feel chilly).

· Sit in a warm place to talk.

· Be sensitive about colour schemes – décor, clothing etc.

· Keep a quiet place for talking or for space to get away.

●
“Walk don’t run”, apply this in different ways: lower the voice, walk slowly.

●
Count to ten – this really does work.  When first faced with a situation start counting. As you do: check your mood, assess the situation, decide on a first course of action, confirm it to yourself then do it. You will be more likely to gain control because unwell people are very often frightened people and do not know what will happen next. If you come up with safe solutions the unwell person will develop confidence in you.

●
Use humour. A good one-liner can be worth all the other tips put together.  Avoid negative humour like sarcasm, put-downs or jumping to conclusions – one may jump back!

●
Empathise: this means “I think I know how you feel”. You can’t always, but if you think you do then use it.

●
Sympathise: this means “I agree with you”.


Someone may be right to show anger or distress – develop this by talking about ways of doing something about it.

●
Ventilation: once someone is talking, let them let off steam, don’t try to stop them. Don’t interrupt and don’t argue with them.

●
Ask open-ended questions like “How did that make you feel?” rather than closed ones like “Did you do that”?

●
Make general statements:

· “Lots of people feel like that when they’re ill”.

· “You’re not alone in thinking like that”.

· “That’s not you that’s the illness”.

●
Split up the antagonists: take one off for a chat or get them both talking to you rather than at each other.

●
Sit out a threat: employ a stand-off – NEVER join in a scrap.  This will be appreciated because you become safe.  By setting a limit you reassure.  Always take threatened violence seriously.  Ask for weapons to be put down NOT handed over.

●
Individuals have different strengths in defusing situations; the natural differences between sexes. So if your partner is dealing successfully with the situation just be visible; be around to be called on. 

●
Physical contact: don’t wake someone abruptly or aggressively; this carries a high risk of an equal response. Don’t touch the back of the neck during tension. Don’t take a grip on an arm.

●
Don’t put up with the unacceptable – zero tolerance on aggression has to be the rule. Discuss this in a calm setting not when a situation has reached crisis. Set limits and keep to agreed ground rules.

●
Know who to call and how to call for help in an emergency. Keep important numbers (eg Crisis team), next to the phone or in the phone memory.

●
Don’t become involved in an argument; try to divert the conversation to a subject which is not controversial.

●
Develop ways of defusing situations that are appropriate to your family, your personality, or the person who is ill.  Apply the solution that fits at the time.

●
Discussion after a tense situation – wait for a cooling off period – typically 90 minutes. Then have a family conference to devise a plan. Always try to have a plan in place that has been agreed by everybody for an emergency or crisis. If you think things through before a problem arises you will be better able to cope and to continue coping.

●
Down tools. Accept that your life has changed – at least for as long as your loved one is ill. There may be times when you just have to stop everything, in order to keep yourself or your loved one safe. It won’t hurt to ignore a deadline or be late for something. Take breaks yourself – even if that inconveniences someone – no one is indispensable! If you become unwell you cannot continue to care. Your health is important too!

●
Optimum amount of time per week to be together.

Talking to someone with delusions (Unusual beliefs)

●
Don’t dismiss the delusions. Recognise that these ideas and fears are very real to the person – but show that you do not agree with them. Try, for example, “I don’t believe … is out to get you, but I can see you are really upset about it”.

●
Don’t act horrified by bizarre words or unfinished sentences etc. Say, I don’t really understand what that means”. Or remind them what the conversation was about.


“Remember we were talking about …”

●
Don’t let others laugh about the hallucinations or the strange talk.

●
Don’t ask the person to try to force the voices to stop.

●
Do act calm.

●
Do try to distract the person by involving them in something interesting, looking for something, chatting or mixing with close friends or family.

●
Do give the person space and time if they don’t want to talk. Say, “I can see you don’t want to talk now, but I’ll be here if you want to talk later”.  Allow them time to recover their pride, their thoughts, their composure etc.

●
Do find someone to talk to, to let off steam yourself – another carer, a support group, a professional who can guide/advise.

Take a break to recharge the batteries, you will need it. Have a carer’s assessment. It’s a legal right, it can help you to identify where help and support may be available to further enhance your ability to care and to help you stay well yourself. It may be difficult to go through this process, for example, admitting how much you actually do, but it should help you to resolve things in a more positive light.
Dealing with stress
(with grateful thanks to bcss.com)

Remember that it is not just the situation that makes you feel stressed but the way you react to it.

Try the exercise below to help you tackle stress differently.

· List all the things that have made you feel stressed over the last few weeks

· Reduce your list, cross out the things that will resolve themselves or that you can do nothing about.  Save your energy!
Make a note of solutions that may help and people who will support you.

· List the advantages and disadvantages of each solution.

· Choose a solution and break it down into steps.

· Try to change any negative thoughts you might have into positive ones.

· Go for it!  Try out your plan, but don’t expect too much of yourself.

· Take credit for what you achieve … you deserve it!

Stress Management

Practical steps to help yourself:

· Allow yourself time to unwind every day, try learning a relaxation technique.

· Gentle exercise can help you to relax.

· Get enough sleep and rest to recharge your batteries.

· Don’t rely on smoking, alcohol, or caffeine to solve your problems.

· Talk about your problems with someone else, don’t bottle it up.

· Practice saying “no”. This can prevent emotional pressure building up in the future.

· Take time out to have some fun – laughter is a great medicine – read a ‘funny book’, or humorous poetry.

· Sort out your daily routine and get organised. Make time for yourself and eat regular meals.

· If your stress is work related, seek expert advice. Employers have legal responsibilities about reasonable workloads.

· If you need support, ask for it. Friends and family may not know you need help unless you tell them. Your doctor or other health professional can help you.

Additional Sources of Help

Citizen’s Advice Bureau

Cheltenham





01242 522491
Telephone advice lines: 9am- 5pm
Gloucester + District           


01452 528017







(Advice)







01452 527202
(Appointments)

Telephone advice lines: 
Mon 1pm- 7pm

Wed 9.30am- 1pm

Fri 9pm- 12.30pm
Cirencester                         9am-4pm

01285 652908

Stroud





01453 762084
Telephone advice lines: 1pm-4pm

Tewkesbury





01242 522491
http://www.citizensadvice.org.uk
GUIDE 



Freephone 08000 151 548
Health, social care & disability 
information for Gloucestershire



National Phobics Society

Monday-Friday 9-5 pm



0870 7700 465

Parent Line Plus – general helpline

(open 24 hours)




0808 8002222

Relate – Relationship Counselling

01242 523215

Samaritans





08457 90 90 90

Rethink





http://www.rethink.org/
Mind – Confidential mental health information
0845 766 0163
www.mind.org.uk 
www.pmhsglos.org.uk  – Visit for further 

information on managing stress and other problems

BOOKS

Understanding Stress by Prof. Greg Wilkinson

Family Doctor Series (British Medical Association)

Available from your local pharmacy.

Manage Your Mind: The Mental Fitness Guide

By Gillian Butler and Tony Hope Oxford University

Press, 1996

Primary Mental Health Service

Eastgate House Ground Floor

121-131 Eastgate Street

Glos. GL1 1QB

Tel. 01452 504329

www.pmhsglos.org.uk
Families coping with a crisis or an acute phase of psychosis
(with grateful thanks to bcss.com)

Recognising a crisis
A psychotic episode can be frightening for everyone, but most especially for the person experiencing it.  If someone with schizophrenia is experiencing psychosis, they may not know what is real and what is not. Because the person cannot think logically, they may behave strangely or have inappropriate emotional responses. Visual, auditory or other sensory hallucinations can cause people to become agitated or even hostile. They may believe they or someone they love is in danger.

Can a crisis be prevented?
Not all crises are preventable. But there are some things you can do to be prepared. Learn to recognize signs that trouble is pending. Be alert to things that can trigger a crisis – high stress situations, going off medications, or using drugs and alcohol.

If a crisis occurs, it’s important to:

· Try to stay calm and evaluate the situation.  Can it be controlled?  How?  What are the risks?

· Protect the ill person, yourself and others around you from harm.

· Try to stop the behaviour from escalating or becoming worse.

Have a crisis plan
A plan is always better than no plan!

You may never need it – but it’s wise to have an emergency plan.  The plan should include important phone numbers, contact names, and any necessary papers.

· Learn what crisis services are available in your area.

· Keep a list of emergency phone numbers handy. Include names of friends and relatives who have agreed to help.

· Create a Medical Emergency Form that clearly lists the ill person’s name, health care number, medications, any allergies, psychiatrist’s name and contact, and your phone number. Keep it handy.

· Talk about the plan with everyone who might be involved, including the person with psychosis.

· Consider a representation agreement or power of attorney with your ill relative when they are well. These legal documents will allow you to make health care and other decisions on their behalf if needed.

· Learn about the Mental Health Act, which clearly sets out procedures for involuntary hospitalisation if necessary.

Angry or threatening behaviour
Communicating with a person who is having a psychotic episode can be difficult.  Obstacles that can get in the way of communication include:

· Lack of contact with reality 

· Breakdown of logical thinking

· Loss of certain social skills

· Low tolerance for stress

Tips for communication:

· Give the person extra personal space

· Use a moderate, non-threatening tone and body language

· Speak at a moderate pace, answer all questions calmly

· Be patient, wait for an answer – there is often a delay in responding

· Repeat your answers if asked

· Communicate your expectations in a clear and concise manner. Use short, simple sentences – one idea per sentence

· Do not take anything personally.  Remember, it is the illness talking …

· Do not respond to challenge or power questions

· Do not assume anything

· Do not argue about delusions

The ill person may need to be hospitalised. If the crisis continues to escalate and you cannot manage on your own, act as quickly as you can to get medical help.

If someone with psychosis is unpredictable or threatening on a regular basis, you may want to consider alternative housing away from the family.

What to do if urgent action is needed
If someone is severely ill and will not willingly go to hospital in office hours contact the mental health team and ask for an assessment under the Mental Health Act. If concerned about violence or imminent self harm call the emergency services.  

If you need to call the emergency services:

· Stay calm when you talk to the operator

· Explain that your relative has psychosis and needs to go to a place of safety and ask for an assessment under the Mental Health Act 

· Describe what the ill person is doing or saying 

· When the services arrive, give them your Medical Emergency Form or crisis plan to help when they take your loved one to hospital

· Make a note of the date and time, and the names of the people attending 

· When they arrive, explain that the person is ill and that the immediate need is for appropriate medical care.

If your ill family member is detained by the police, contact a legal professional who understands psychosis and knows about the crucial need for ongoing care and treatment.

Suicide: A real risk
Suicide rates for people with psychosis are high. Approximately 50% attempt suicide, and some succeed. Sometimes suicide occurs due to psychosis.  Suicide is also a risk when someone is discharged too early from hospital, before their illness is stabilised. In addition, clinical depression is not uncommon with psychosis and places the person at higher risk for suicide. All people with psychosis should be screened for depression.

Things to look out for:

· Hearing voices instructing them to do something dangerous

· Giving away prized possessions

· Talking or writing about suicide

· Putting affairs in order 

· Questioning own value and worth

Who are most at risk?

· Young men, particularly during the first six months after hospitalisation 

· Recent attempt at suicide or other forms of self-harm 

· People with a history of attempted suicide

· People who are preoccupied with thoughts of suicide or death

· People who have feelings of hopelessness and see a bleak future ahead

· People with a history of substance abuse (alcohol/street drugs)

· People who also have co-existing depression and psychosis

What can family members do?
· Be aware of the warning signs of suicide

· If your family member has thoughts of suicide, encourage them to talk about it.  Be willing to listen

· Do not keep weapons in your house

· Contact a doctor or other mental health professional immediately if your loved one expresses thoughts of suicide or behaves in a way that may indicate suicide plans

· Do not leave the person alone if you have concerns they may attempt suicide
Families working with professionals
(with grateful thanks to bcss.com)

What can I do to help?
Studies show that outcomes for people with psychosis are much better when the family is included as part of the treatment team.

Families coping with psychosis need to learn:

· How to be effective in getting help for someone who is seriously ill.

· What questions to ask.

· Who to see and where to go.

· How “the system” works and how best to interact with it.

Keeping records
Try to keep a record of everything. Nothing is unimportant.

· Keep a list of names, addresses, phone/fax numbers, emails etc.

· Keep a notebook or diary so you can be precise about dates and times, who said what, and what subsequently happened.

· Keep all notices and letters you receive, and copies of everything you post.

Communicating effectively
When someone is ill with psychosis, the persons and families may be so overwhelmed by the experience that they may accept vague information or jargon they don’t really understand.

Families need honest, direct information. They also need specific, practical suggestions about how to cope during acute and stable phases of the illness.

To get positive results:

Be polite. Keep all conversations short and to the point. Ask for specific information and write it down.

· Get the name of the case manager or the professional who knows the most about the person.

· Request that the doctor in charge also attends the meeting if possible.

· Ask to participate in the development of the plan.

· Help keep meetings short. Come with a list of specific questions about:

· Symptoms and how you can help the person deal with them

· What medications are prescribed, how they are monitored

· If the ill person is in hospital, ask about discharge planning.

· Educate yourself about the mental health system, starting now. Learn about the chain of command relevant to your relative’s needs.

· Familiarise yourself with services and resources outside the mental health team.

· Write letters of appreciation when warranted. Write letters of criticism if necessary. Send these to the head of Mental Health Services or to the hospital concerned.

Remember
· Some actions are effective – others are counter-productive.

· Most professionals are trying their best to do a good job.

· Many direct-service staff are over scheduled. Try to be as organised and as prepared as possible.

These points hold true throughout the system. Social workers, therapists, nurses, doctors and supportive care workers sometimes have unreasonable case loads. 

Always start by assuming that professionals care and want to help your relative. 

The following will help:

· Do not be late for appointments.

· Do not make excessive demands on staff, or harass them with special requests.

· Do not call all the time, or have long phone conversations filled with elaborate details.

Avoid things that don’t work
· Dealing with people because they are easily accessible (secretaries, receptionists) – but who have little or no power to act. 

· Always criticizing and never acknowledging mental health professionals for their good intentions and hard work.

· Only calling when there is a crisis, rather than establishing and maintaining good relationships as a partner in care.

· Expecting immediate attention and being rude or angry if you don’t get it.

Courtesy is something we all aim for.  But being polite should not prevent you from getting the information you need.

Specifically:

· Don’t feel you should know the meaning of technical terms or phrases.

· Don’t hesitate to ask for clarification in plain language if you are unsure of specific issues.

· Don’t be afraid to ask for an explanation of procedures.  Try to understand what is being done, how it is documented, and what you can do to assist.

· Don’t allow yourself to be intimidated.  And don’t try to intimidate others.

· Your goal is to help obtain proper care and resources for someone who is suffering from a mental health problem.

Confidentiality vrs “The need to know”
Public bodies may release necessary personal information to third parties without

the consent of the client where disclosure is required for continuity of care or for compelling reasons if someone’s health is at risk.

Families coping with psychosis need to be effective in getting medical help for someone who is seriously ill.

Health care providers must regularly make decisions on disclosure of information relevant to a person’s health.  This is considered “personal health information”.  However, there are circumstances when providers need to disclose patient information to third parties.

Family charter of rights
Families have a right:

· To explicit information that families do not cause psychosis.

· To basic information about diagnosis, specific cognitive difficulties, treatment plan, options, and prognosis.

· To information about behaviour management, advice and guidance about resources in the community, and the availability of peer support.

· To education that can assist them in coping with mental illness.

· To become appropriately assertive and to overcome traditional socialisation that teaches families not to question authority.

· To have a social ethic that is more concerned about the welfare of the person with mental illness than about cost effectiveness.

· To a mandated role on governance or advisory boards and a clear voice in mental health planning that directly affects their lives.

· To a non-adversarial legal system that is understanding of potential tragedy and helpful in attempts to prevent disaster from occurring.
Your guide to a carer’s assessment
(with grateful thanks to Carers Gloucestershire)

Your right to a Carer’s Assessment

The law (Carers Act 1995 and Carers and Disabled Children Act 2000) gives people providing a substantial amount of care on a regular basis the right to have an assessment of their own needs.  This applies even if the person who is cared for has refused an assessment of their needs.

A carer’s assessment is not a test of your ability to care.  The main purpose of this legislation is to ensure that as a carer, your crucial role is acknowledged, recognized and that you are offered the support you need to help you care effectively for your relative or friend.

How can having a Carer’s Assessment help me?

Having a carer’s assessment gives you a chance to think about how your life has changed or has been affected by caring for someone. It can give you an opportunity to talk through how you feel and to identify any needs you have for information, advice or support. Talking to you also helps your relatives or friends care team to understand your situation so that they can take into consideration your needs when planning care. For example, if you wanted to return to work, you could be put in touch with agencies that could help and you could also discuss the impact on the person you care for. Additional support for them could then be considered.

A carer’s assessment can result in

· More services for the person you care for

· A break for you

· Benefits Check

· Emotional Support

· Access to information about treatments, therapies, leisure and employment opportunities

· Strategies for coping with a Crisis/Emergency

An assessment of your needs is especially valuable if you are having difficulties with caring or you feel isolated.

Preparing for a Carer’s Assessment

Before the assessment try to spend some time thinking about the extent of your caring role, the effect this has on other parts of your life and what help or support you would find useful. If your caring role is causing problems or you feel that you may not be able to provide care in the future, it is important to tell the worker about this.

Think about:

· how caring affects your health, social life, job, finances

· about the sort of services that might help

What happens next?

After the carer’s assessment, you should receive a written care-plan that sets out what support you need and what form it will take. This should be reviewed at least annually or sooner should your circumstances or those of the person you care for change. For some types of services and in certain circumstances a charge is made, most services for carers are not chargeable.

Who to contact to request a carer’s assessment

· The Care Co-ordinator of the person you support (if they are supported under the care programme approach (CPA) should offer the assessment as part of planning care for your relative or friend. If not you can request one at any time.

· If the person you care for is not receiving services from 2gether NHS Trust you can request a carer’s assessment by contacting Gloucestershire Social Services Helpdesk on 01452 426868.


National Service Framework Standard 6

Applies to Carers of people with mental health problems.

What does it say?

All individuals who provide regular and substantial care for a person on a CPA should:-

●
Have an assessment of their caring, physical and mental health needs, repeated on at least an annual basis.

●
Have their own written care plan which is given to them and implemented in discussion with them.

Why have an assessment?
Think about what feelings and emotions are associated with the caring situation.

Love/Trust


Anxiety/Fear


Revenge

Respect/Care

Guilt/Pain/Grief

Impatience

Patience


Loss/Regret


Frustration

Pleasure


Dread/Anger


Dependence

Tolerance


Hate



Independence

Understanding

Bitterness


Power History

Sympathy


Disrespect


Stress/Fatigue

Empathy


Disgust

The impact of caring could be any of the following:
Tiredness/ loss of personal freedom and space/ less time for self and own needs/ loss of job or career prospects/ poverty real or relative/ health deterioration/sense of achievement/ sense of purpose/ enjoyable/ frustrating/ tension making/ social isolation.
Films – maybe something to watch?

A Beautiful Mind won best picture, best director, best supporting actress and best adapted screenplay in the 2002 Oscars and it is highly recommended.  The movie is a very powerful movie and having won best picture, it will raise awareness of a tragic illness that can have a happy ending.  Ron Howard, the director, apparently witnessed someone developing psychosis during the shooting of another film and was interested in making a film of John Nash because of that experience.

Through a Glass Darkly also won an Academy ward, best foreign film, back in the seventies, very early for any film to mention schizophrenia by name. It is an Ingmar Bergman film shot in black and white, a bit stark really about a young woman and some pretty strange family dynamics.

Benny and Joon is a much happier film, again about romance, independence and mental illness.

Shine is actually based in a real life gifted pianist in Australia, who became unable to play in music school, living many years in a psychiatric hospital until various people invite him into their homes. It is actually a very compelling story about how therapeutic community support can be. The director of the film read a short article in the newspaper about how a highly acclaimed musician who had disappeared was starting to play again at a restaurant in town.

Don Juan De Marco is about a man with psychosis- grandiose delusions - by thinking he is the greatest lover in the world- Don Juan. A lovely almost fairy tale with a twist. Starring the great Johnny Depp and Marlon Brando.

Patch Adams tells the true story of Hunter ‘Patch’ Adams (Robin Williams) an aspiring doctor in the 1970’s who attempted to treat his patients with a medicine that modern science had totally disregarded- humour. After a stint in a mental hospital where he discovers his need to help others, Patch enters medical school. There he develops his own methods of reaching patients as an antidote to the pomposity he witnesses in his instructors and fellow students. This film provides the opportunity to think about some very important subjects in a  light-hearted and thoroughly entertaining manner. It is of interest to anyone who works in health care, as well as anyone who is or ever will be a patient- in other words, everyone!

Do bear in mind, the Internet is a great source of information – GOOGLE NEWS is great for the latest updates on psychosis, mental health issues, reports, etc.

DON’T FORGET THE GRIP TEAM’S OWN FANTASTIC SITE – A GREAT SOURCE OF FACTUAL AND HELPFUL INFORMATION www.gripinitiative.org.uk.
Into the Future

(Hope and Recovery for Yourself)

Everyone talks above “the first episode” – what thoughts that conjured up – the beginning of the journey, the first of many, the final episode??

They say the first steps to awareness are the biggest – walking into that Carer’s group – a major step. Feeling alone and isolated, plenty of technical  referenced information under the belt, but no preparation for the “two edged sword” reaction.  Amazed to see so many people there, the sad realization and then the intense feeling of relief that you are not alone – not professionals, just parents and all in the same boat. That’s when a tiny bit of hope surfaces.

Yes, it is an unbearable tragedy when a son/daughter is diagnosed with psychosis, but life goes on – it always does, maybe not in the way you had planned or expected but hope is the first small light in that darkness.

It seems almost irreverent to mention the words ‘laughter’ and ‘humour’ and ‘psychosis’ in the same breath with the implication that humour is inappropriate, but both laughter and humour do have a positive power. Laughter certainly reduces your stress levels!

Being able to relax with somebody and joke about everyday life is a  great stress buster and the best kind of support. You are allowed. We did!! We had a ball deciding what to put in this ‘package’ for you.  We all share common ground and felt relaxed and confident enough in our new found friendships to voice our inner thoughts and feelings. We found we were able to laugh together at some of our more bizarre experiences! When you can look back at the outrageousness of a situation it can be a great source of humour.

The feelings rise and fall, come and go and every day is different. There may be more difficult times ahead, but nothing will compare to that time following diagnosis when everything looked so bleak and hopeless. However hard it may be, TRY to keep a sense of optimism, hope and humour – after all it can be positively comforting to find someone else’s situation is worse than your own!

Now we are further along on our journey to recovery, we thought you would like to hear some of our more positive experiences.

· After having a son being sent to prison before being diagnosed with a psychotic illness, within a year he had undertaken a University Degree Course.  So, do take consolation – from us as a family, we have come from the abyss to a much more positive place for all of us.  You will move forward ……. It just takes time!!

· I knew my son was still there – he had not fully left me. I saw glimpses of him, knowing and holding on to the hope that more of him would surface.  Different, yes, but accepting the changes and working with them. My relationship with him is different but at least we do still have one.

We all agree that our expectation have been ‘slightly modified’- all we would like is for our children to be happy healthy and here! 
These successful people all experienced some form of mental illness

	Spike Milligan
	Buzz Aldrin
	Irving Berlin

	(comedian)
	(astronaut)
	(musician)

	Robert Burns
	Lord Byron
	Winston Churchill

	(poet)
	(poet)
	(politician)

	Eric Clapton
	Jimi Hendrix
	Paul Merton

	(musician)
	(musician)
	(comedian)

	Patsy Palmer
	Peter Gabriel
	Cole Porter

	(actress)
	(musician)
	(song writer)

	James Taylor
	Charles Dickens
	Stephen Hawking

	(musician)
	(writer)
	(scientist)

	Leonard Cohen
	Marilyn Monroe
	Robert Louis Stevenson

	(musician)
	(actress)
	(scientist/ inventor)

	Tchaikovsky
	Dylan Thomas
	Mark Twain

	(musician)
	(writer)
	(writer)

	Van Gogh
	Tennessee Williams
	Virginia Woolf

	(artist)
	(writer)
	(writer)

	Alfred Lord Tennyson
	Ernest Hemmingway
	Isaac Newton

	(poet)
	(writer)
	(scientist)

	Edgar Allan Poe
	Abraham Lincoln
	Michelangelo

	(writer)
	(USA President)
	(artist)

	Jackson Pollock
	Adam Ant
	Kurt Cobain

	(artist)
	(rock musician)
	(rock musician Nirvana)

	Florence Nightingale
	Jean Claude Van Damme
	Carrie Fisher

	(nurse)
	(actor)
	(actress)

	Linda Hamilton
	Eduard Einstein
	Antonin Artaud

	(actress)
	(Albert’s son)
	(artist, poet, theatre philosopher)

	Buddy Bolden
	Clara Bow
	Peter Green

	(jazz pioneer)
	(actress)
	(founder of the rock group Fleetwood Mac)

	Jim Gordon
	Zelda Fitzgerald
	William Chester Minor

	(drummer for rock group Derek and The Dominos)
	(painter and wife of F. Scott Fitzgerald)
	(army surgeon and major contributor to the Oxford English Dictionary)

	John Nash
	Vaslav Nijinsky
	Gene Ray

	(mathematician and subject of the movie A Beautiful Mind)
	(ballet dancer and Choreographer)
	(self-proclaimed doctor of cubism)

	Phil Spector
	Louis Willis
	Wesley Willis

	(music producer)
	(artist)
	(musician)

	Brian Wilson
	Adolf Wolfli
	

	(songwriter and member of the Beach Boys)
	(artist in outsider art tradition)
	


If you feel you need help or support or require further information about requesting an assessment contact





Carers Gloucestershire 01452 386283
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